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Abstract

Background: Although eating disorders are common in the Netherlands, only afew patients are treated by mental health care
professionals. To reach and treat more patients with eating disorders, Tactus Addiction Treatment devel oped aweb-based treatment
program with asynchronous and intensive personalized communication between the patient and the therapist.

Objective: This pilot study evaluated the web-based treatment program using intensive therapeutic contact in a population of
165 patients with an eating disorder.

Methods: In apre-post design with 6-week and 6-month follow-ups, eating disorder psychopathology, body dissatisfaction,
Body Mass Index, physical and mental health, and quality of life were measured. The participant’s satisfaction with the web-based
treatment program was also studied. Attrition data were collected, and participants were classified as noncompleters if they did
not complete all 10 assignments of the web-based treatment program. Differencesin baseline characteristics between completers
and noncompleters were studied, as well as reasons for noncompletion. Furthermore, differences in treatment effectiveness,
treatment adherence, and baseline characteristics between participants of the three major eating disorder diagnostic groups EDNOS
(n=115), BN purging (n=24), and BN nonpurging (n=24) were measured.

Results: Of the 165 participants who started the web-based treatment program, 89 participants (54%) completed al of the
program assignments (completers) and 76 participants (46%) ended the program prematurely (noncompleters). Severe body
dissatisfaction and physical and mental health problems seemed to have a negative impact on the completion of the web-based
treatment program. Among the participantswho completed the treatment program, significant improvementswerefound in eating
disorder psychopathology (F=54.6, df = 68, P<.001, d=1.14). Body dissatisfaction, quality of life, and physical and mental health
also significantly improved, and almost all of these positive effects were sustained up to 6 months after the participants had
completed the web-based treatment program. Body Mass Index improved only within the group of participants suffering from
obesity. The improvement in eating disorder psychopathology occurred in all three eating disorder diagnostic groups, and the
percentage of completers did not differ significantly between these groups. Participants’ satisfaction with the treatment program,
aswell aswith their therapist, was high, and participantsindicated that they would recommend the program to other patients with
eating disorders.

Conclusions: Theresultsof this study suggest that the web-based treatment program has the potential to improve eating disorder
psychopathology in patients with different types of eating disorders.

(J Med I nternet Res 2013;15(2):12) doi:10.2196/jmir.2211
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Introduction

Approximately 1% of the young femal e popul ation suffersfrom
bulimia nervosa (BN) and 0.3% from anorexia nervosa (AN).
The prevalence of binge eating disorder (BED) is at least 1%
of the adult population [1]. Furthermore, alarge segment of the
population suffers from an eating disorder not otherwise
specified (EDNOS) [2,3]. Yet despite the severe psychological,
physical, and social consequences of eating disorders, only 6%
of the patients with BN and 33% of the patients with AN are
treated by mental health care professionals in the Netherlands
[1]. Patients often do not ask for help themselves because of,
for example, feelings of shame, a lack of awareness,
ambival ence about the need for treatment, or a positive attitude
towardstheir eating disorder behavior [4-7]. Most patients have
suffered from severe eating disorders for many years before
they eventually receive treatment. The Internet, which offers
widespread accessto information and hasresulted inincreasing
usage among individuals, has aready proven to be a suitable
medium to offer effective interventions for patients with
different kinds of psychological disorders, including alcohol
abuse [8-11], depression [12-14], anxiety disorders [13,14],
posttraumatic stress [15], and panic disorder [16,17]. The
advantages of web-based interventions, such as anonymity and
24-hour access from any location, fit the needs of patients with
eating disorders as well [5,18-21]. However, the number of
studies on web-based interventionsfor adult patientswith eating
disorders is limited: existing studies focus primarily on
prevention rather than treatment [22-30]. Moreover, most studies
involve self-help or minimal contact interventions [31-34],
whereas research has shown that intensive contact with a
therapist is more effective [8,13,35-37]. There are also
web-based interventions that focus exclusively on weight
reduction in overweight and obese adults but not on other
relevant eating disorder characteristics [38-40].

To our knowledge, only three web-based treatments using
intensive therapeutic contact have been studied. Oneintervention
included a 3-month email therapy, consisting of one or two
emails sent per week by an online therapist [41]. The results of
a Randomized Controlled Trial (RCT) showed that this email
therapy significantly reduced the number of patients fulfilling
DSM-IV eating disorder criteria, compared to a waiting list
control group. However, almost identical results were found
for patients who participated in a writing intervention with
minimal therapeutic contact [41]. Another intervention consisted
of eight weekly 90-minute group chat sessions led by atrained
therapist [42]. This intervention proved to be effective in
improving body image and eating attitudes and behaviors in
patients with high body dissatisfaction, compared to a control
group. However, the improvements in the chat intervention
group were not as significant as the improvements in a
face-to-face treatment group at the end of treatment. Due to
continued improvements in the chat intervention group, there
were amost no significant differences between the chat

http://www.jmir.org/2013/2/e12/

intervention and the face-to-face treatment group at 6-month
follow-up [42]. Thethird web-based intervention using intensive
therapeutic contact that was studied included a 20-week
Internet-delivered Cognitive Behavioral Therapy (CBT)
program, using 25 scheduled asynchronous therapist feedback
moments, which proved to be effective in patients with bulimic
symptoms[43]. Participants of the web-based intervention group
reported clinicaly relevant reductions in bulimic symptoms,
and those reductions were substantially greater at posttreatment
compared to the reductions in the bibliotherapy group and the
waiting list control group. One year after the treatment, the
differences between the web-based intervention and the
bibliotherapy were no longer significant due to improvements
in the bibliotherapy group [43].

Despite the mainly positive results of these studies, only the
asynchronous, therapist-guided treatment program is available
in the Netherlands. The recently published effects of this
intervention have been studied in patients with high body
dissatisfaction and bulimic symptoms, but not in patients with
the different DSM-IV eating disorder diagnoses (AN, BN, and
EDNOS, including BED). Patients with AN are even excluded
from all three web-based treatments; all that exists is an
I nternet-based rel apse prevention program for AN patientswho
have aready been discharged from in-patient therapy [44] and
a successful online intervention for the carers of AN patients
[45]. To offer all eating disorder patientsin the Netherlands the
possibility to participate in alow threshold online therapy, we
developed a new web-based intervention.

The intervention consisted of a website, an online forum, and
a web-based treatment program. The website [46] was freely
accessiblefor everyone and included concise information about
eating disorders and related topics alongside a detailed
description of the treatment program (sign-up procedure,
content, aims, and costs). All visitors were free to decide
whether they wanted to sign up for the web-based treatment
program. Visitors to the website also had access to the online
forum, where they could exchange ideas and experiences with
fellow sufferers. In addition, registered participants of the
web-based treatment program could log in to their personal
online dossier via the website. During the treatment program,
patients and therapists communicated asynchronously, solely
viathe Internet. Patients retai ned the same therapist, who could
beidentified by aname and aphotograph in the patient’s online
dossier. No face-to-face or tel ephone contact took place during
the web-based treatment program, unless patients explicitly
requested this. The intensive and personalized interaction
between patients and therapists was an essential element of the
program and set it apart from other online self-help programs.
The asynchronous communication resembled email contact but
took place within the framework of a safe and secure web-based
application. Asynchronous contact was chosen because thetime
delay between the responses gave patients more autonomy to
decide when to participate in treatment. They also had the
opportunity to think carefully about the response they wished
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to give to their therapist. The content of the treatment program
was based on the Dutch Multidisciplinary Guideline for Eating
Disorders [7] and the latest insights regarding the treatment of
eating disorders [6]. The online format, the design, and the
technical aspects of the program were comparable with the
successful web-based intervention for problem drinkers[8,47].

The aim of this pilot study was to evaluate adherence to, and
the effectiveness of, the web-based treatment program and also
patients satisfaction with the program and their therapist,
respectively. Differences in adherence, appreciation, and the
effects of the web-based treatment between patients with a
different eating disorder diagnosis were also investigated.

Methods

Participants and Procedure

The participants consisted of 165 adultswho visited thewebsite
[46] (see Figure 1) and decided to sign up for the web-based
treatment program between January 25 and December 31, 2010.

Figure 1. Homepage of the website.
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The website was written for a general audience and all eating
disorder diagnostic groupsin order to reach abroad cross-section
of the public and to recruit as many patients as possible for the
web-based treatment program. The website and treatment
program were promoted through various sources including
relevant health careinstitutions, eating disorder-related websites,
and a national press statement that resulted in newspaper,
journal, and radio and television coverage. To sign up,
participants provided personal dataincluding their email address
and information about their General Practitioner (GP) (to enable
reimbursement of the treatment program by the health insurer).
Participants were also informed about the terms and conditions
of the treatment, after which they gave consent to participate
by checking abox to indicate that they had read and understood
thetermsand conditions. Participantswere then asked to choose
a username and password and to fill in the baseline
questionnaire. In total, 173 participants signed up for the
treatment program although 8 (5%) did not start the program.
Therefore, data from only 165 participants are included in the
analysis.
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Intervention

The structured, two-part, web-based treatment program was
based on the principles of cognitive behavioral therapy (CBT)
[19,48,49] and motivational interviewing (MI) [50,51].
Psycho-education, cognitive  restructuring,  self-control
techniques, and exposure techniques were applied during the
treatment program. The main aim of the program wasto improve
eating disorder psychopathology and to reduce body
dissatisfaction. The average duration of the treatment program
was about 15 weeks. Patients mostly maintained regular contact
(1 or 2 times a week) with their therapist, and the therapist

http://www.jmir.org/2013/2/e12/
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RenderX

always responded within 3 working days to the messages of
their patient. The therapists monitored the progress of the
treatment program. In the event of irregular or limited contact
(less than once a week), the therapist requested the patient to
keep in touch regularly. Patients could access the web-based
treatment program in their personal environment at any time
they wished. By logging into their personal dossier (see Figure
2), they had access to the messages sent by the therapist. These
messages were personali zed, although preprogrammed text parts
were also used for the analogous parts of the program, eg, the
explanation of an assignment. Thetherapist sent all assignments
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as attachments to their messages. Patients also had the option
to request a face-to-face meeting or telephone contact.

The first part of the web-based treatment program included 4
assignmentsand at | east 7 contact moments between the patient
and the therapist, focusing on the analysis of the patient’s eating
behavior. Patients were asked to register their daily esting
behavior, analyze their eating situations, and describe the
advantages and disadvantages of their eating problem. At the
end of Part 1, the patients received personal advice from their
therapist, who in turn obtained expert advice from the
multidisciplinary team, which consisted of treatment staff, a
doctor specialized in addiction, a psychiatrist, a psychologist,
adietitian, and supervisors. The second part started with setting
agoa for eating behavior, exercising patterns, weighing, and
compensatory behaviors. This part involved 6 assignments and
at least 14 contact moments geared towards hel ping the patient
reach the set goals and desired behavioral change. Examples of
the assignments were: changing thought patterns, changing
behavior patterns, improving the patient’s self-image, and

Figure 2. Participant's persona online dossier.
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Outcome M easures

Participants completed online self-report measurements at
baseline, posttreatment, 6-week and 6-month follow-ups. From
the participants who prematurely ended the program, only
baseline data were available as the measurement points linked
to the treatment sessions.

The primary outcome measure of this pilot study was eating
disorder psychopathology, which was assessed by using the
Eating Disorder Examination Questionnaire (EDE-Q) [52,53].
The EDE-Q is a 36-item sdlf-report scale that focuses on the
previous 28 daysto assess key behavioral and attitudinal features
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writing a relapse prevention plan. If patients did not complete
all 10 assignments, they were considered to be noncompl eters.

All of thetherapistsinvolved had a Bachelorsdegreein nursing
or social work or aMastersdegreein psychology. All therapists
followed an intensive training program that focused on
motivational writing skills, the content and implementation of
the treatment protocol, and the technical aspects of delivering
the intervention. The training program included 2 days of
theoretical information and practice-oriented assignments (eg,
writing aresponse to a message received from a patient). After
the training program, all therapists went on to complete a full
treatment program with atest patient before they could start as
an online therapist. They were subsequently supervised for a
period of 3 months. If the trainers positively evaluated the
therapists at this point, the therapists received a certificate for
completing the training program. When the trainers judged a
therapist to be unsuitable to work with the web-based treatment
program, the training program was terminated prematurely.

Datum

4

25-11-2011 2043
26-11-2011 2015
26-11-2011 20:06
25-11-2011 19:58
26-11-2011 1957
26-11-201119:45
25-11-201119:29
26-11-201119:24
26-11-201118:23
25-11-2011 18:52
26-11-201117:32
26-11-201117.27

>
x
>
>
x
>
>
x
>
>
x
>
>

25-11-201117:27

of eating disorders and the severity of the psychopathology of
eating disorders. It consists of 4 subscales measuring 4 eating
attitudes: Restraint, Eating Concerns, Shape Concerns, and
Weight Concerns. The items were scored on a 7-point
Likert-type scale ranging from O to 6. A higher score indicates
ahigher level of eating disorder psychopathol ogy.

Secondary outcome measures were Body Mass Index (BMI),
body dissatisfaction, physical health, mental health, and quality
of life. BMI was measured by dividing the participants
self-reported body weight in kilograms by the participants
self-reported height in meters squared. Body dissatisfaction was
measured using the 20-item Body Attitude Test (BAT) [54-57],
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which assesses the subjective perception and attitude of the
participant towards his or her own body. Theitemswere scored
on a 6-point Likert-type scale ranging from 0 to 5. A higher
score represents greater body dissatisfaction. A score above 36
indicates clinically significant disturbance. Physical health was
assessed using the Maudsley Addiction Profile Health Symptom
Scae (MAP-HSS): a 10-item self-report scale measuring
physical complaints [58]. Each item was scored on a 5-point
Likert-type scale ranging from 0O to 4. Because the MAP-HSS
measures only general physical complaints, 15 additional eating
disorder-specific  physica complaints were  added:
dizziness/fainting; insomnia; hoarseness; sore throat;
palpitations; diarrhea; constipation; hair loss/brittle hair; downy
hair onface, arms, chest or back; fluid accumulation inthelegs,
dry/scaly skin; rapidly cold; dental problems; damaged back of
the hand; and swollen glands. These items were scored on the
same 5-point Likert-type scale. The total score of physical
complaints was determined by dividing the sum of the scores
on the 10 MAP-HSS items and the 15 additional items by the
total number of items (n=25). A higher score represents ahigher
level of physical health problems. The 21-item Depression
Anxiety Stress Scale (DASS-21) [59] measured thethreerel ated
negative emotiona states of depression, anxiety, and stress.
Each item was scored on a 4-point Likert-type scale ranging
from O to 3. A higher total score indicates a higher level of
mental health problems. Quality of life was measured using the
visual analogue scale of the EuroQol-5D (EQ-5D VAS) ranging
from O (worst imaginable health state) to 100 (best imaginable
health state). A higher score represents a higher quality of life.

Other measures at baselineincluded demographic characteristics,
motivation for participating in the web-based treatment program,
eating disorder diagnosis, previous treatment for eating
disorders, and previous treatment for psychological problems.
Demographic characteristics included age, gender, level of
education, employment, and their daily routine. Participants
were categorized as “higher educated” when they had a
Bachelors or Masters degree. Participants motivation for
participating in the web-based treatment program was measured
with the question: “Why have you opted for the web-based
treatment?’ Possible answers were: (1) “I can do this on my
own time”, (2) “I can do this from the confines of my own
personal environment”, (3) “I can retain my anonymity”, (4) “I
prefer contact via the Internet”, (5) “On the advice of a
doctor/therapist”, and (6) “ For another reason, namely ...” (free
text response). Eating disorder diagnosiswas determined using
self-report questions based on the DSM-1V-TR criteriaof eating
disorders. The MINI-Plus interview [60,61] was used as a
guideline in the development of this self-report questionnaire.

At posttreatment, participants satisfaction with the program
and their therapist was measured. Participants were asked which
aspects of the treatment program they found most important,
aswell as how pleasant, personal, and safe they considered the
communication with their therapist. Participantswere al so asked
if web-based treatment was effective for them and if they would
recommend the intervention to others. Participants had to rate
thetreatment program and their therapist on ascalefrom O (very
low) to 10 (very high). Finally, they also had the possibility of
providing additional comments.

http://www.jmir.org/2013/2/e12/
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Analysis

A pre-post design was used to compare baseline data with
outcome measures after completing the web-based treatment
program. Multilevel modeling with SPSS, version 18, was used
to determine improvement from baseline to posttreatment for
the outcomes of interest. Repeated analyses of the outcome
measures allowed for theinclusion of all participants, regardless
of missing data, over time. For all outcomes, Cohen’s d effect
sizes were calculated to analyze the strength of the observed
effects [62]. Differences among the diagnostic groups and
between completers and noncompleters were analyzed using
chi-square testsfor ordinal and nominal variables and one-way
ANOVA (diagnostic groups) or independent sample t tests
(completers/noncompl eters) for scale variables.

Results

Participants

Table 1 presents the baseline characteristics of the 165
participants who enrolled in the pilot study. Of these
participants, 98% (n=161) were female, 68% (n=113) were
employed, and 42% (n=69) had a higher level of education. Of
the participants (n=115), 70% fulfilled the criteriafor EDNOS,
15% (n=24) for BN nonpurging, 15% (n=24) for BN purging,
and 1% (n=2) for AN restrictive. M ost participants had suffered
from their eating disorder for many years, but 75 participants
(45%) had never been in treatment before (eg, individual contact
with a dietitian or a psychologist, admission to a clinic or
hospital, or group therapy). However, 65% of the participants
(n=108) had been in treatment for other mental health problems,
mostly for depression or anxiety. The main reasons for
participants to choose web-based treatment were that they could
participate in the program on their own time and within their
own personal environment.

We compared baseline characteristics among the three major
diagnostic groups: EDNOS, BN nonpurging, and BN purging.
Unfortunately, no separate analysis could be conducted for the
AN diagnostic group because the pilot study included only 2
participants with AN. The differences between the three
diagnostic groups, EDNOS, BN nonpurging, and BN purging,
are presented in Table 1. Regarding demographic variables, we
found that participantswith BN purging were the youngest and
participants with EDNOS the oldest. The percentage of
participants who were employed was also the lowest in the BN
purging group and the highest in the EDNOS group. For
illness-related variables, significant differences were found for
BMI, prior care for eating disorder, eating disorder
psychopathology, quality of life, and mental and physical health.
Participantsinthe BN purging group had received carefor their
eating disorder less frequently but experienced more physical
and mental health problems than participants in the EDNOS
and BN nonpurging groups. Eating disorder psychopathology
was less severe among the participants with EDNOS; these
participants had lower scores on the subscales “Restraint” and
“Eating Concern”. Quality of lifewas highest among participants
with BN nonpurging.
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Table 1. Participant characteristics at baseline and differences between diagnostic groups.

Varigble Overall EDNOS? BN NP? BN F° Analysis
n=165 n=115 n=24 n=24 F value/ P
X2

Female, n (%) 161 (98%) 111 (97%) 24 (100%) 24 (100%) 171 43
Age (years), mean (SD) 35.3(11.0) 36.6 (10.2) 33.1(11.4) 30.9 (13.1) 341 04
Employed, n (%) 113 (68%) 87 (76%) 15 (63%) 11 (46%) 8.92 .01
Higher education 69 (42%) 53 (46%) 9 (38%) 6 (25%) 401 14
Regular daily routine, n (%) 123 (75%) 87 (76%) 20 (83%) 15 (63%) 2.90 .23
Prior care eating disorder, n (%) 90 (55%) 68 (59%) 14 (58%) 6 (25%) 9.53 .009
Prior care psychiatric problems, n (%) 108 (65%) 77 (67%) 16 (67%) 13 (54%) 1.46 48
Body Mass Index, mean (SD) 29.1(9.2) 31.2(9.4) 26.4 (6.7) 22.8(5.3) 11.12 <.001
Eating disorder psychopathology, mean (D) 34 (L0) 32(1.1) 3.8(0.9) 3.8(0.8) 5.42 .005

Restraint 2.5(1.6) 2.1(15) 3.1(1.6) 35(L3) 11.22 <.001

Eating concern 3.0(1.3 2.8(1.3) 3.3(1.0) 3.4(0.9) 414 .02

Shape concern 43(1.3) 42(1.3) 45(1.2) 43(1.2) 0.67 51

Weight concern 4.0(1.2) 39(1.2 4.3(1.1) 4.0(1.4) 1.28 .28
Body dissatisfaction, mean (SD) © 60.5 (16.7) 61.0 (15.8) 62.1(16.9) 55.5 (20.4) 121 30
Quality of life, mean (SD) | 59.4 (16.6) 59.1(16.3) 67.4(13.7) 53.3(18.5) 461 .01
Mental health, mean (SD) 9 38.5(19.9) 36.6 (20.0) 36.3(16.0) 47.8(19.7) 3.42 .04
Physical health, mean (SD) " 21(0.5) 2.0(0.5) 2.1(0.5) 24(0.5) 6.33 .002

3EDNOS = eating disorder not otherwise specified.

BN NP = bulimia nervosa nonpurging.

°BN P=bulimia nervosa purging.

e ng Disorder Examination — Questionnaire (EDE-Q).
®Body Attitude Test (BAT).

fEuroQoI-SD visual analogue scale (EQ-5D VAS).
921-item Depression Anxiety Stress Scale (DASS-21).

"Motal score consisti ng of Maudsley Addiction Profile Health Symptom Scale (MAP-HSS) and 15 additional eating disorder-specific physical complaints.

I ntervention Usage and Missing Data

More than half of the participants (n=89, 54%) completed all
of the treatment sessions (completers), and 118 participants
(72%) completed Part 1 of the program. Figure 3 provides an
overview of the participant flow. Of the 76 participants (46%)
who did not complete the entire program (noncompl eters), the
reasons for dropping out were mostly unknown. The 23
noncompleters (14%) who did provide a reason for stopping
thetreatment program mentioned apersonal situation unrelated
to the treatment (n=9), discomfort with the treatment protocol

http://www.jmir.org/2013/2/e12/

(n=6), discomfort with treatment via the Internet (n=4),
satisfaction with the achieved results (n=2), or something else
(n=2). The therapist discharged one participant due to the
seriousness of her problem. The postassessment was compl eted
by 86 of the 165 participants (52%), and the 6-week and
6-month follow-ups were completed by 69 participants (42%)
and 50 participants (30%), respectively. There were no
significant differences between the diagnostic groups in terms

of the percentage of completers and noncompleters (x°= 2.95;
df = 2; P=.23).
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Figure 3. Participant flow.

Start Part 1 (N=165%)

%+  Premature termination during Part 1 (N=47)

Start Part 2 (N=118)

%+  Premature termination during Part 2 (N=23)

Treatment completion [N=89)

£+ Post assessment completed (N=B&)

& G-week follow-up completed (N=69)

%+ 6-month follow-up completed (N=50)

had a regular daily routine than noncompleters. Regarding
Completer s Versus Noncompleters illness-related variables, noncompleters were more dissatisfied
We compared baseline characteristics between completersand  with their bodies and experienced a lower quality of life and
noncompleters (Table 2). Almost all of the demographic more physical and mental health problems. The completers and
characteristics did not differ significantly between those two  noncompleters did not differ with regard to diagnosis, BMI, or
groups, except for their daily routine. Completers more often  eating disorder psychopathology.
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Table 2. Differencesin baseline characteristics between completers and noncompl eters.

Variable Completers Noncompleters Andysis
n=89 n=76 tvaue/ X2 P
Female, n (%) 88 (99%) 73 (96%) 1.38 34
Age (years), mean (SD) 36.8 (11.2) 33.5(10.5) 1.94 .054
Employed, n (%) 65 (73%) 48 (63%) 1.85 a7
Higher education 40 (45%) 29 (38%) 0.88 .35
Regular daily routine, n (%) 75 (84%) 48 (63%) 9.63 .002
Prior care eating disorder, n (%) 51 (57%) 39 (51%) 0.59 44
Prior care psychiatric problems, n (%) 58 (65%) 50 (66%6) 0.01 .93
Body Mass Index, mean (SD) 28.3(7.9) 30.0 (10.5) -1.19 .23
Eating disorder psychopathology, mean (SD) a 34(10) 35(10) -0.40 69
Restraint 2.6 (15) 2.3(1.6) 1.32 19
Eating concern 29(1.2 3.1(1.3) -0.88 .38
Shape concern 4.2(1.3) 44(1.2) -0.79 43
Weight concern 39(1.2 41(1.2) -1.35 .18
Body dissatisfaction, mean (SD) b 57.8 (15.6) 63.8 (17.5) -2.33 .02
Quality of life, mean (SD) © 62.2 (14.8) 56.3 (18.1) 2.28 .02
Mental health, mean (SD) d 34.2(17.9) 43.5(20.8) -3.10 .002
Physical health, mean (SD) © 1.9(0.5) 23(0.5) -4.54 <.001

3 ating Disorder Examination — Questionnaire (EDE-Q).

bBody Attitude Test (BAT).
CEuroQol-5D visual analogue scale (EQ-5D VAS).

921-jtem Depression Anxiety Stress Scale (DASS-21).

®Total score consisting of Maudsley Addiction Profile Health Symptom Scale (MAP-HSS) and 15 additional eating disorder-specific physical complaints.

Effectiveness of the I ntervention

dissatisfaction, quality of life, and mental and physical health.
Almost all of the treatment effects were sustained at the 6-week

Table 3 presents the mean and standard deviations on the  and 6-month follow-up measurements; only the improvement
outcome measures of this pilot study. Eating disorder in quality of life was no longer significant 6 months after
psychopathology significantly improved (F=54.6, df = 68, completing thetreatment program. For BMI, theimprovements
P<.001, d=1.14) with mediumto large effect sizes (from d=.47  were significant only for participants with obesity (BMI > 30).
to d=1.17). We also found significant improvements in body  However, the size of the effect was small (d=.20).

http://www.jmir.org/2013/2/e12/
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Varigble Pretreatment Posttreatment Follow-up a 6 months  oyerg| effect?
size®
Eating disor der pwcho—pathologyd 34 1.0 1.4 1.2 <.001 1.2 1.4 <.001 54.6 68 <.001 1.14
Restraint 25 16 09 18 <001 07 15 .001 117 70 <.001 047
Eating concern 3.0 13 16 14 <001 12 15 <.001 55.6 70 <.001 0.95
Shape concern 43 13 16 15 <001 15 18 <001 396 67 <.001 117
Weight concern 4.0 12 14 15 <001 13 16 <.001 41.6 68 <.001 111
Body dissatisfaction © 60.5 16.7 153 136 <.001 145 171 <001 408 67 <.001 0.86
Bmi f
<185 16.9 13 -06 09 .29 -0.3 06 1.00 38 9 .05 0.02
18.5-25 211 17 01 11 .99 07 18 .34 16 18 22 0.39
25-30 27.8 15 04 10 .66 07 19 .67 0.9 14 48 0.46
>30 36.4 72 11 19 o1 15 21 .01 47 26 .01 0.20
Quality of life 9 59.4 166 -96 178 <001 -68 205 .08 133 71 <001 0.32
Mental health 1 385 198 128 161 <.001 110 179 <001 218 70 <.001 0.56
Physical health i 21 05 03 03 <001 02 03 <001 368 67 <.001 0.39

#Treatment outcomes were measured with Repeated Measures and Mixed Model analysis.
PMD = Mean Difference; positive MD scores indicate a decrease in baseline scores and negative MD scores indicate an increase in baseline scores.
CEffect sizes were measured with Cohen’s d using MD at 6-months follow-up and baseline SD.

et ng Disorder Examination — Questionnaire (EDE-Q).
®Body Attitude Test (BAT).

BMI indexes below 18.5 indicate underwei ght, 18.5 to 25 healthy weight, 25 to 30 overweight, and over 30 obesity.

9EuroQol-5D visual analogue scale (EQ-5D VAS).
h21-item Depression Anxiety Stress Scale (DASS-21).

"Total score consisti ng of Maudsley Addiction Profile Health Symptom Scale (MAP-HSS) and 15 additional eating disorder-specific physical complaints.

Analyses for individual diagnostic groups showed that esting
disorder psychopathology significantly improved inthe EDNOS
group and that thisimprovement was sustained up to 6 months
after completion of the web-based treatment program (Appendix
1). Participants from the EDNOS group also improved on all
secondary outcome measures, and the effect sizes for all
outcome measures were medium to large (from d=.45 to
d=1.29). Participants from the BN nonpurging group also
improved on most primary and secondary outcome measures
with generally medium to large effect sizes, but the differences
between the separate measuring moments (pretreatment and
posttreatment, and pretreatment and follow-up at 6 months)
were not significant for thisgroup. Analysesfor the participants
from the BN purging group showed significant improvements
in eating disorder psychopathology from pretreatment to
posttreatment, but those improvements did not maintain at the
6-month follow-up. For all secondary outcome measures,
positive trends were found at posttreatment; however, those
improvements were not statistically significant and did not
remain 6 months after treatment compl etion.

http://www.jmir.org/2013/2/e12/

Participant’s Satisfaction With the I ntervention

Participants who completed the postassessment (n=86, 52%)
were satisfied with the program and the contact they had with
the therapist. Most participants (n=72, 84%) found web-based
treatment to be an effective method for treating eating disorders
and nearly al of the participants (n=78, 91%) stated that they
would recommend the program to others. The support of the
therapist was considered to be one of the most valuable and
important components of the program. Most participants
considered the online contact with the therapist to be pleasant
(n=77, 90%), personal (n=61, 71%), and safe (n=82, 95%). The
assignment “ Changing thoughts” and the daily registration in
the eating diary were also evaluated as very worthwhile and
important. On a scale from 0 to 10, participants evaluated the
treatment program with a 7.8 (SD 1.2) and their therapist with
an 8.4 (SD 0.9). These evaluations did not differ among the
three diagnostic groups (treatment program: F=0.01, df = 2,
P=1.00; therapist: F=0.15, df = 2, P=.86). The most common
criticismswere that the treatment program wastoo short (n=5),
the therapist’'s messages were sometimes too standard and
impersonal (n=4), and the treatment sessions sometimes
followed on from each other too quickly (n=3).
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Discussion

Principal Resultsand Comparison With Prior Work

This pilot study showed that the web-based treatment program
successfully changed the eating disorder psychopathology in
patients with eating disorders and that these improvementswere
sustained at 6-week and 6-month follow-ups. Participants also
indicated that they had become more satisfied with their bodies
and that their physical and mental problems had decreased
during the treatment program. Participants evaluated the
program positively, with the support of the therapist rated as
the most important element. Participants experienced the
personal online contact with their therapist as pleasant, personal,
and safe. On ascalefrom 0 to 10, they evaluated their therapist
with an 8.4.

The improvement in eating disorder psychopathology in our
pilot study is consistent with the results of other web-based
interventions with intensive therapeutic contact, although our
effect sizes seem to be somewhat larger [42-43]. We did not
find a significant improvement in BMI for participants who
were underweight (BMI < 18.5) and overweight (BMI = 25-30).
Although the web-based treatment did not focus primarily on
weight improvement, the underlying idea is that the
improvement of eating disorder psychopathol ogy will improve
BMI. In the present study, there is only limited evidence for
this among the participants with obesity (BMI > 30). Further
research would be required to investigate how BMI changes
can be achieved for al participants who are either underweight
or overweight.

The attrition rate in our pilot study was 46%. Because of the
linear design of our treatment program, nonusage attrition
(program adherence) and dropout attrition (study adherence)
were the same in our study. According to a systematic review
on adherence to, and the effectiveness of, web-based therapies,
it is often difficult to compare the attrition rate of interventions
because of the large variation in the reporting of those results
[63]. Thisa so appliesto the attrition rate of our study compared
to the attrition rate of other web-based interventionsfor patients
with eating disorders. For example, Paxton et a reported a
nonusage rate of 16% for their web-based group chat
intervention; however, they considered participants to be
completers when they had attended only four of the eight
intervention sessions [42]. In addition, Carrard et a reported a
low dropout attrition rate (25%), but a high nonusage attrition
rate (69%) [33]. Robinson and Serfaty, however, described only
the dropout attrition ratein their study (47%). It istherefore not
clear whether patients participated actively in the email therapy
[41]. Ruwaard et & reported a nonusage attrition rate of 26%
and a dropout attrition rate of 17% for their asynchronous
web-based intervention [43]. One possible explanation for the
lower attrition ratesin this study might be selection bias dueto
the randomized design and the exclusion criteria of that study,
with more than 60% of the participants stopping or being
rejected even before randomization [43].

Compl eters and noncompl eters differed significantly on several
baseline characteristics. The baseline physical and mental health
as well as participants' satisfaction with their body seemed to

http://www.jmir.org/2013/2/e12/
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play an important role in completing the web-based treatment
program. Although little research has examined differences
between completers and noncompl eters of treatmentsfor eating
disorder patients (especially for web-based treatments), other
studies have suggested that the risk of noncompletion increases
with an increase in the severity of other health problems and
comorbidity [64]. Therefore, the web-based treatment program
can be seen as an important and accessible first step within the
stepped-care principle, while participants who need more help
will bereferred to amoreintensiveform of treatment. However,
further research into the factors that influence the completion
of the treatment program is needed.

The web-based treatment was available for patients with all
eating disorders; however, as expected based on prevalence
rates, most of the participants (70%) fulfilled the criteria for
EDNOS (including BED). Almost all of the other participants
met the criteria of BN, with half of them belonging to the
purging subtype and the other half to the nonpurging subtype.
Only 2 participantsfulfilled the criteriaof AN. Thelow number
of participants with AN can be a result of the recruitment
strategy, asit focused on eating disordersin general and not on
specific diagnostic groups. In addition, the lower prevalence of
AN compared to the other eating disorder diagnostic groups
might also be a reason for the limited number of patients with
AN in our pilot study. However, the benefits of the web-based
treatment program, such as the high degree of anonymity and
the increased convenience, are particularly applicable for
patientswith AN. Assuch low-threshold forms of treatment for
this particular target group are still missing from the current
treatment services in the Netherlands, it is important to recruit
more patientswith AN for the web-based treatment programin
the future. However, the recruitment should then be more
focused on places where patients with this particular diagnosis
can be found (eg, informative websites and forums for patients
with AN, patient associations, health centers, genera
practitioners surgeries, and schools), and the message of the
recruitment should also be more tailored for this target group.

As the pilot study included only 2 participants with AN, no
separate analysis could be conducted for this group. Between
the other diagnostic groups (EDNOS, BN purging, and BN
nonpurging), we found significant differencesregarding several
demographic and illness-related variables. The differences in
age and employment are not surprising as BN often occursin
young women (some of whom are still studying), while BED
has a much broader age range. The differences in BMI and
eating disorder psychopathology can be explained by the
diagnosis, as participantswith BN have compensatory behaviors
that are related to body weight and eating disorder
psychopathology. The study found no significant differences
between the diagnostic groups related to treatment adherence
and satisfaction with the program. In addition, eating disorder
psychopathology improved within each diagnostic group.
Therefore, the web-based treatment program seemsfeasiblefor
patients with BN, as well as patients with EDNOS, including
BED. However, some differences were evident among the
diagnostic groups. These differences might be explained by the
large differencesin numbers between the three groups. It would
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be interesting to further investigate these differences among
larger patient groups in order to draw reliable conclusions.

Limitations

Thepilot study has several limitations. As previously mentioned,
amost half of the participants did not complete al of the
treatment sessions provided through the program. Consequently,
no posttreatment and follow-up data were available from the
noncompleters, as these questionnaires were completed after
the last treatment session. Therefore, we do not know whether
these patients benefited from participating in the treatment
program. We have chosen a linear model, as the treatment
program is most effective with a specific order of treatment
steps, and this model is also useful in working with homework
assignments and tailored feedback. However, the lack of
information about noncompleters of the intervention is a real
disadvantage. We recently started arandomized controlled trial
(RCT) to study the efficacy of the web-based treatment program.
In the RCT, the web-based application has been modified so
that the measurements are no longer linked to the treatment
steps. Consequently, posttreatment and follow-up data will be
available from both compl eters and noncompl eters. The reasons
for noncompletion and the characteristics of noncompl eters, as
well as their satisfaction with the treatment program and
therapist, will also be investigated in the RCT.

Another limitation is that we cannot attribute the observed
improvements exclusively to the web-based treatment program
due to the nonrandomized design of the study. The RCT will
therefore provide more insights into the effectiveness of this
intervention. The results and our experiences of this pilot study
were the foundation for the development of the RCT. As
mentioned before, the web-based appli cation has been modified
to differentiate between the research questionnaires and the
treatment steps. Study adherence and treatment adherence can
therefore be distinguished. In addition, patients with BED will
not be included in the EDNOS group in the RCT, but they will

Acknowledgments
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comprise an individual diagnostic group based on the BED
DSM-IV-TR research criteria. Furthermore, patients with AN
and male patients will be excluded, as these groups were a
minority inthispilot study and it isnot feasibleto recruit enough
patients within the RCT to be able to make statements about
these individual patient groups. However, since the web-based
treatment program has been developed for al patients with
eating disorders, and we do not want to exclude male patients
and AN patients, we will offer them the possibility to participate
in the regular treatment program without participating in the
RCT. Finally, in the RCT more attention will be paid to
completing all research questionnaires to enlarge study
adherence. The researcher will actively approach participants
viaemail and phone and will request that they fill in al of the
research questionnaires. This will aso be stimulated with an
incentive of €10.00 for each completed research questionnaire.

A last limitation of this pilot study concerns the reliability of
some measurements. Although validated self-report instruments
were used, clinical interviews might be more preferable. In
addition, a direct measurement of the participants height and
weight is more desirable than self-reported height and weight
[65], but because al communication with participants occurred
viathe Internet, this was not possible in the present study.

Conclusions

This pilot study indicated that the web-based treatment program
with intensive therapeutic contact is an acceptable intervention
for patients with eating disorders. Participants evaluated the
program positively, and the results after completing treatment
were promising. Eating disorder psychopathology and body
satisfaction improved significantly, as did mental and physical
health. The web-based treatment program also resulted in an
improvement in the quality of life. A randomized controlled
trial hasrecently been started to provide more scientific evidence
for the efficacy of this web-based intervention.
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Abstract

Background: Physical activity (PA) for older adults has well-documented physical and cognitive benefits, but most seniors do
not meet recommended guidelines for PA, and interventions are lacking.

Objectives: This study evaluated the efficacy of a 12-week Internet intervention to help sedentary older adults over 55 years
of age adopt and maintain an exercise regimen.

Methods: A total of 368 sedentary men and women (M=60.3; SD 4.9) were recruited, screened, and assessed online. They were
randomized into treatment and control groups and assessed at pretest, at 12 weeks, and at 6 months. After treatment group
participants rated their fitness level, activity goals, and barriers to exercise, the Internet intervention program helped them select
exercise activities in the areas of endurance, flexibility, strengthening, and balance enhancement. They returned to the program
weekly for automated video and text support and education, with the option to change or increase their exercise plan. The program
also included ongoing problem solving to overcome user-identified barriers to exercise.

Results: The multivariate model indicated significant treatment effects at posttest (P=.001; large effect size) and at 6 months
(P=.001; medium effect size). At posttest, intervention participation showed significant improvement on 13 of 14 outcome
measures compared to the control participants. At 6 months, treatment parti ci pants maintai ned large gains compared to the control
participants on all 14 outcome measures.

Conclusions: These results suggest that an online PA program has the potential to positively impact the physical activity of
sedentary older adult participants. Moreresearch is needed to replicate the study results, which were based on self-report measures.
Research is also needed on intervention effects with older populations.

(J Med Internet Res 2013;15(2):€19) doi:10.2196/jmir.2158

KEYWORDS
physical activity; older adults; Internet; sedentary; multi-week; exercise

: seniors to maintain their mobility, to improve muscle strength,
Introduction and to prevent falls [1,7-9]. While results have been mixed,

Physical activity (PA) for older adults increases active life €mergentresearchlinksvigorous physical activity with reduced
expectancy while limiting the development and progression of risk for coglrn.tlve decline [10-12]. The American Collegg of
disabling conditions and chronic disease [1]. PA is associated  SPOrtS Medicine recommends that PA programs for seniors
with decreased depression [2], improved mental well-being include endurance_, flexibility, strqlgthenmg, _and bf?\lance
[3,4] and decreased risk of functional decline [5,6]. It enables ~ enhancement exercises, and that seniors engage in 30 minutes
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of moderate exercise a least 5 days per week [1,8].
Unfortunately, 39% of adults age 65 and older do not meet
recommended PA guidelines [8], 33% report no leisure-time
physical activity [13], and there is a lack of interventions
targeting sedentary behavior [14].

Although the most effective PA intervention mediators are yet
to be determined, theory-based behavioral interventions
promoting adoption of exercise as a lifetime habit are
recommended [6,14-16]. Some studies suggest that participants
need to be active for aminimum of 12 weeksto reap the benefits
and develop an exercise routine [17-19]. Home-based PA
interventions have produced positive results [20-22], while
requiring fewer professional resources compared to community
or institution-based programs [23].

Computer-technology with multimedia interfaces has the
potential to provide cost-effective personalized home PA
interventions[6,24,25]. Early research has examined therel ative
efficacy of various computerized PA approaches including the
use of telephone [26-29], print [16,30-34], and handheld
computer technology [35]. As new applications and hardware
are developed or updated (eg, iPhones, Droids, iPads), more
options are becoming available with 4G telecommunications
technology. The benefits of interactively tailored interventions
has been supported by some [36-38], but not al research [39];
however, interactive programming that tail orsthe programming
to match the users’ personal preferencesalso isapromising PA
approach [40,41]. In sum, new technol ogical developments offer
multiple optionsfor individualized PA interventions on desktop
computers and mobile devices, but thisisstill an emerging field
of research that has focused so far on young to middie-aged
adults [6,16,24,25,42].

Shaping a PA intervention to an older adult audience requires
a thoughtful approach because seniors may have decade-old
habits and attitudes to change, and they may have functional
limitations due to age or medical conditions. Further, based on
rates of Internet adoption, seniors may be less prone than
younger age groupsto adopt new technological approaches, but
thetideischanging asbaby boomersage and use of the Internet
becomes more commonplace. While seniors have been the
slowest age group to use the I nternet, they have been the fastest
growing population segment in recent years, and as of April
2012, 53% of American adultsaged 65 and older usethe Internet
or email, and 70% of them use the Internet daily [43]. Thus,
use of computer technology to deliver asenior PA program has
increasing potential. In a literature search, however, we could
find no research involving stand-alone, theory-driven, Internet
PA interventions for seniors that may tap into this potential.
Given the success of Web interventions to influence low-fat
eating habits [44], tobacco use [45], family caregiver behavior
[46], and the exercise habits of sedentary employees[47], among
others, we hypothesized that a stand-alone Web-based
intervention could influence the PA of older adults as well.

The intervention in this research was based on the theory of
planned behavior [48,49], which posits that attitude toward a
behavior, social norms, and perceived behavioral control (ie,
self-efficacy [50-52]) lead to behaviora intention and change.
Considerable empirical evidence supports the significance of
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self-efficacy in the adoption and maintenance of
health-promoting exercise behaviors for adults generally, for
example, [53,54] and older adults in particular [55-59]. Thus,
the more positive the attitude and subjective norm and the
greater the perceived behavioral control, the stronger the
intention to perform the behavior [48,49]. Interventions based
on thistheory have recently been shown to produce large effects
on behavior in Web-based interventions [16].

Consequently, the program was designed to provide information
and support that would enhance knowledge, attitudes,
self-efficacy, and behavioral intentionsto participatein exercise
activities on a regular basis. Using the criteria recommended
for theoretically driven web exercise programs by Doshi and
colleagues [14], the intervention included: general assistance,
tailored assistance and feedback, self-assessment, and general
information, all combined within a gain-framed messaging
framework [60,61].

Stage of changetheory [62,63] suggeststhat readinessto change
abehavior ispredicted by series of stages. These stagesinclude:
precontemplation (not considering changing); contemplation
(thinking about changing); decision or preparation (definite
plansto change); action (beginning change); and maintenance.
Encouraging step-wise movement along the continuum of
change is thought to lead to enhanced self-efficacy, as well as
greater compliance and participation in a behavior change
activity. While stage theory is a popular intervention approach
in health promotion, it has had mixed results in exercise
research. Marcuset al [64] and Calfaset al [65] showed positive
intervention effects from stage-matched interventions, but other
research has not shown similar effects[21,66,67]. Intheresearch
reported here, we viewed stage-matched messages as
unnecessary. The program focused on the action-focused
messages and social support for al user choices.

In this study, we developed and tested a stand-alone 12-week
Internet intervention designed to improve self-reported PA of
sedentary  older adults. The randomized design
(Clinicaltrials.gov  NCT01579240) evaluated self-reported
changesin exercise acrossfour domains: endurance, stretching,
strengthening, and balance. We hypothesized that the
intervention would be linked to improvement in the above PA
domains and to theoretically relevant mediators of behavior
change (eg, attitudes, self efficacy, behavioral intentions) and
that user acceptance would be positive. Thiswasa*“real-world”
effectivenesstrial [24,68] in the participants' setting of choice,
as opposed to an efficacy trial in a more controlled gym or
laboratory setting.

Methods

I ntervention Program

The intervention, entitled Active After 55, was a multiple-visit
Internet program to enhance functional ability, mobility, and
physical activity of older adults. Using text and video messages
integrated with interactive values clarification and goal -setting
activities, it helped users develop a self-tailored exercise plan
(eg, by type, intensity, frequency, duration, and schedule)
consisting of four activitiess endurance, stretching,
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strengthening, and balance enhancement. Our rationale for a
self-tailored approach was based on formative research in this
and a previous Web PA study with sedentary individuals [47]
and on the theoretical benefits of behavioral control espoused
in the theory of planned behavior [50-52]. We also felt that
program users being supported and assisted as they set up their
own PA prescription might feel ownership, which might improve
program engagement and decrease attrition.

The interactive framework was devel oped in consultation with
professional s experienced in the design and implementation of
research-based exercise programs for older adults. Care was
taken to include only exercises that the participants could do
safely on their own with minimal equipment.

Active After 55 was designed as a browser format, and it did
not control the participants actions with mandatory linear
pathways. The home page had links to Personal Activity
Planning (ie, developing a personal exercise prescription), The
Health Value of Exercise, Overcoming Obstacles (ie, dealing
with barriers to exercising), Tracking Progress (ie, charting
activitiesand frequency of exercise), Saying Mativated (ie, tips
and personal stories of how individuals made exercise a habit),
Safety Tips (ie, avoiding injuries), Disease Specific
Recommendations (ie, tips on exercising with diseases such as
arthritis, osteoporosis), and a library with additional related
articles and tip sheets. After logging in, participants were
encouraged to visit the section on Personal Activity Planning,
but they were not required or later prompted to do so.

At the initial 1-hour start-up session, Active After 55 assisted
users in designing a personalized PA program. With 11
subsequent weekly sessions, lasting at least 10-15 minutes or
more in length, the content logically built on the previous
session, with new exercises or advanced challenges of the same
exercise added over time. A narrator and persona coach
presented video-based educational content with bulleted text
teaching points and interactive knowledge-building content.
Onscreen titles, bullets, and printable text articles were written
at agrade 6-8 reading level. Each exercise wasintroduced with
text instruction and offered optional video demonstrations
employing a diverse cast of older adults.

During the first visit, participants were asked to identify their
persona goalsand their perceived benefits of increased exercise.
Users provided information on their recent exercise history and
then categorized themselves (ie, Beginner, Intermediate,
Advanced) for each of thefour activity types. Next, the program
helped the user build a tailored weekly exercise plan for each
activity type (eg, Beginner stretching: 5 stretches, 3 days per
week; Intermediate endurance: 30 minutes per day, 5 days per
week). Given the sedentary target population, the program was
not designed to provide aerobic exercise. Since we could not
control for inaccurate self-categorization of fitness level (eg,
sedentary individual selects Advanced for a category), the
activitieswere designed conservatively. That is, Advanced levels
weredlight increasesin frequency or duration from Intermediate
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levels, and participants were encouraged by text on their
printouts to postpone finishing an activity if it seemed too
difficult.

For each activity type, users committed to exercises (eg, type
of stretches from alist; type of endurance activity from alist)
and scheduled the days of the week when they would do each
one. For each of the four activity types, users responded to
multiple-choice questions about their confidence in achieving
their exercise plan for the following week. If they were not
confident, they were interactively asked to adjust either the
intensity or duration of that exercise (eg, stretching: decrease
number of stretches or days per week; endurance: decrease
number of days or minutes per day), and they were queried until
they interactively expressed confidence that they could meet
their weekly commitment. Users al so were encouraged to print
the schedulefor their reference. The printout included personal
goals, next week's exercise plan and blank exercise tracking
sheets, guidelines, and safety tipsfor each activity type. Finaly,
the session was summarized by the video narrator who extolled
the benefits of following the exercise plan and invited the user
back in a week for the next session. While participants could
visit the website as often as they liked (eg, to read articles or
print out personal exercise plans linked to the user’s ID and
password), the next program session was available no sooner
than 1 week after the completion of the previous session.

At returnvisits, userswere welcomed back and given video and
text support for returning. Based on an interactive self-report
about success in adhering to exercise commitments from the
previous session, users were appropriately praised and
encouraged to continue their efforts. For those who reported no
progress, the coach’s message was upbeat, offering praise for
coming back, and encouragement to try again. At each visit,
the user was offered tailored video support on overcoming
self-identified exercise barriers (eg, too tired, lack motivation,
lack skills, etc). Each week, new educational material was
presented to engage users and enhance their knowledge about
how to make exercise a habit over time. Based on the user’s
self-reported progress and motivation, changes to the exercise
plan from the previous week were recommended, if appropriate.
As before, the users selected exercise amounts and schedules
for each activity and affirmed their confidence to meet the

commitments. At the 12" visit, users were encouraged to
maintain their exercise program into the future, making it a
habit.

Resear ch Design

The study was arandomized controlled trial onthe Internet with
three assessments:. pretest (T1), postintervention at 12 weeks
after pretest (T2), and 6-month follow-up (T3; see Figure 1).
After screening into the study and agreeing to the online
informed consent, participants were automatically randomized
into a treatment (Tx) group, which used the Internet PA
intervention, and a control (Ctrl) group, which did not have
access to the intervention.
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Figure 1. Research design with participation level from recruitment to T3 assessment.
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After approval by an Institutional Review Board for protection
of human subjects (IRB), the study was conducted entirely on
the Internet. Participants were recruited viaa mixture of online
recruitment strategies (eg, listservs, advertising on a website
for seniors), flyers, newsletters, and announcements supported
by service agencies, senior centers, and worksites. Interested
individuals linked to an information website, which offered a
link to an online screening questionnaire to determine eligibility
(Figure 1). Page views included a total of 3472 on the
information website, 2643 on the first screening-questions page,
2589 responses to thefirst screening item, 449 responsesto the
last screening item, with 405 individual s ultimately qualifying
for the research. Thiswas arolling recruitment, ie, recruitment
was initiated before the intervention was ready for use, with
screened-in partici pants asked to wait, and recruitment continued
for 21 days after the T1 assessment and intervention program
became available. The average time between participant consent
and starting the T1 assessment was 29.1 days (SD 14.8).

Participant Screening

The online screening questionnaire asked respondents a total
of 14 questions about current PA levels (ie, frequency and
duration of exercise), desire to exercise more (ie, yes/no),
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status, computer use), a working email address, and access to
a computer Internet connection. Participants were required to
be at least 55 years of age, with areported desired to engagein
more PA. Maximum self-reported exercise levels were: (1) no
more than 60 minutes per week of moderate exercise, defined
as exercise that increases heart rate, with (2) no bouts of
continuous exercise lasting 35 minutes or more. Each respondent
answered questions from the 7-item Par-Q [69], which is
designed as the minimal standard for entry into a
moderate-intensity exercise program.

Individuals who qualified for the study read and agreed to an
online informed consent. They then provided contact
information, which was checked for fraud before they were
randomized by the database into Tx and Ctrl groups. Blinding
of the research team to the participants' research condition was
unnecessary.

Our previous Internet research has found afew applicants who
attempted to screen-in to astudy by providing falseinformation.
Consequently, in this study, participant data were checked
against our database of about 6000 records from previous
Internet study applicants, for fraudulent information (eg, same
name or | P address showsinconsistent age, gender, or ethnicity).
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Screened-in  participants providing suspicious data were
telephoned, and if the inconsistencies were not resolved, the
individual was excluded from the study. A total of 38 were
dropped from the study, including 19 before T1, who were not
randomized, and 19 after randomization (13 Tx; 6 Ctrl) who
were discovered between T1-T3 and were then dropped from
the study. Personal privacy was protected with unique user 1D
and passwords once a participant was accepted into the study
and provided contact information. Only passwords provided to
Tx participants could link to the intervention.

Procedures

After completing T1, Tx group participants were mailed a
web-enabled CD-ROM (WECD) and emailed log-ininformation
to the Active After 55 intervention website. Use of the WECD
was designed to provide broadband quality video, even from
computerswith dial-up Internet connections. The WECD, played
from the CD-ROM drive of the participant’'s computer,
contained video with necessary programming code so that
specific video elements (eg, an explanation by the coach; an
exercise demonstration) were seamlessly integrated into the
program presentation, while being controlled by Internet
commands from the research host.

Tx group members were asked by aflyer in the WECD mailer
to visit the website within a week. One week after a visit to
Active After 55, an email was sent informing the participant that
the next session was now available. The email prompts
continued weekly thereafter until the 12 sessionswere compl ete.
Twelve weeks after submitting the T1 assessment, all Tx
participants who had completed at least Session 1, and all Ctrl
participants were emailed a link to the T2 survey. Individuals
who had not submitted the T1 assessment or who asked to
discontinue participation were dropped from the study. After
completion of T2, any Tx participants still in the process of
compl eting the 12 weekly sessionswere encouraged to continue
using the program until they had completed all sessions.

Twelve weeks after T2, and 6 months after T1, all participants
still enrolled in the study were emailed a link to the T3
assessment. After completion of T3, Ctrl participants and
individuals who initially were screened out of the study, but
who expressed interest in using the site, were emailed alink to
accessthe Active After 55 website. They were given free access
for 6 months.

The protocol for prompting individuals who failed to submit
surveysor to completeintervention visitsincluded up to 5 emails
over a 1-month time period. They were followed by a single
phone call attempting to verify that technical difficulties were
not responsible for the lack of participant communication. The
individual wasthen dropped from the study if participation was
not re-established. This protocol was developed with the
approval of our IRB in other studies. We believethat it allowed
for contentious follow-up of consented participants without
undo harassments.

All participants were mailed a $25 check after submitting each
survey. Participants in the Tx group did not receive afinancial
incentive to use the intervention website.
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M easures

TheT1, T2, and T3 assessments were adapted from our previous
Internet research on sedentary factory workers[47], which had
satisfactory psychometrics. The items were identical for all
participants with the exceptions that demographic questions
were asked at T1 only, and Tx group participants were asked
to respond to items on website usability and program satisfaction
at T2. As noted above, the assessment items were designed to
measure program-linked changes on participants’ physical
activity, as well as on theoretical constructs that have been
shown in previous research to be related to the initiation and
maintenance of exercise.

Physical Activity Status

Each participant's self-reported current activity level was
measured with 2-item sets addressing the frequency and duration
of intentional physical activitiesthat included: (1) cardiovascular
activitiesto increase heart rate (eg, walking briskly, swimming,
bicycling, or mowing the lawn), (2) stretching activities to
improve flexibility, (3) strength building activities, and (4)
balance enhancement activities. For each category, one item
asked “In a typica week, how many days do you
intentionally...?’, and a pull-down menu offered choices
between 0-7 days a week. The second statement asked “How
many minutes do you typically ... on each of those days?’ and
a pull-down menu offered choices of from 5-60+ minutes in
5-minute increments. Items were scored to reflect minutes per
week of each activity. Scores showed substantial skew, so alog
to base 10 transformation was applied.

Other Physical Activities

For asedentary individual, an increase in the number of physical
activities, even if they were not categorized as intentional
exercise, would indicate an improvement over a sedentary
lifestyle. Participants were asked to report on activities they
engaged in during the previousweek. They were presented with
alist of 16 typical physical activities of older adults: yard work,
housework, doing exercises, toe raises or stretches, dancing
alone as aphysical activity, going for awalk for 10 minutes or
more, using the stairs instead of an elevator, parking farther
away from the store, exercising with others, playing with
children, attending activity classes, dancing/square dancing,
bowling or other active games, going to a museum, park, or
mall, playing golf, and other physical activities. A count of the
number of activities engaged in during the previous week was
computed for analysis.

SF-12

The SF-12 is a 12-item survey that has proven useful in
monitoring health outcomes[70]. The SF-12 achieved amultiple
R-squared of .918 in predictions of the SF-36 Menta
Component Summary Score, which has been validated
extensively in research studies. Based on a 4-week recall, the
SF-12 items include four physical components: general health
(1 item), physical functioning (2 items), role limitations due to
physical health problems (2 items), and bodily pain (1 item);
and four mental components: vitality (1 item), social functioning
(1 item), role limitations due to emotional issues (2 items), and
general mental health (2 items). Two summary component
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scoreswere created for analysis; Physical Component Summary
(Cronbach alpha = .82) and Mental Component Summary
(Cronbach alpha = .83).

BMI

The Body Mass Index (BMI) has been used asaway to classify
sedentary (physically inactive) individualswith an average body
composition by the World Health Organization (WHO) [71].
Anindividual’s BMI is calculated using weight divided by the
square of their height. According to the International
Classifications (WHO[72]), aBMI greater than 25 isconsidered
overweight and above 30 is considered obese. A limitation of
using BMI isthat it accountsfor weight, but not for differences
in body composition [69].

Attitudes and Knowledge

The theory of planned behavior suggests that an individua’s
attitude and knowledge will shape self-efficacy and intention
[48,49]. Theline between some attitudinal and knowledgeitems
isblurred, and many attitudinal items might also be considered
knowledgeitems and vice versa. For instance, a statement such
as “It's best to increase activity levels slowly,” might be
construed as an opinion or afact. Therefore, 16 attitudinal items
and 5 knowledge items designed to assess program specific
content were analyzed as a single-scale score (Cronbach alpha
=.91). Items were presented as agree-disagree statements on a
5-point rating scale (1 “Strongly Disagree” to 5 “Strongly
Agree”). Attitudinal items addressed opinions and philosophies
(eg, the emotional and psychological benefits of exercise; the
importance of doing different types of exercise, use of personal
strategiesto stay active such as sitting less, being active all day,
and looking for ways to be active). Knowledge items included
information about the benefits of exercisefor chronic conditions
and avoiding falls, the value of stretching for arthritis,
recommended daily activity goals (ie, 30 minutes moderate
exercise, most days). For analysis, items were re-coded so that
a higher score indicated a more positive attitude or accurate
knowledge toward exercise.

Behavioral Self-Efficacy

Theimportance of behavioral self-efficacy to exercise adherence
is supported by both social cognitive theory [50,51] and the
theory of planned behavior, eg, [73,74]. Five items asked
participants how confident were they that in the next month
they could, if they wanted to, “be more physically active on a
regular basis’, “be physicaly active most days of the week”,
“intentionally do 30 minutes of physical activity inyour typical
day”, “develop a physical activity plan that would meet your
needs’, and “consistently do 4 types of physical exercises
(endurance, stretching, strengthening, and balance)”. Responses
were measured with a 5-point rating scale (1 “Not at all
confident” to 5 “Extremely confident”; Cronbach alpha=.94).

Behavioral I ntention

The theory of planned behavior suggests that behaviora
intentions can predict exercise behavior [75]. Five items asked
participantsto indicate in the next month how likely they would
be to “be physicaly active most days of the week”, “be
physically active for 30 minutes or more a day, 5 days per
week”, “develop a physical activity plan that would meet your
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needs’, “consistently do 4 types of physical exercises
(endurance, stretching, strengthening, and balance)”, and
“intentionally do 30 minutes of physical activity in your typical
day.” Responses were measured with a 5-point rating scale (1
“Very unlikely” to 5 “Very likely;” Cronbach alpha=.93).

M otivation

We found no research to adequately measure the motivation of
sedentary individuals to exercise, but improvement on this
variable should belinked with anincreasein PA. Consequently,
we adapted the motivation item used by Irvine et a [47] in
Internet intervention research on sedentary workers. A single
item asked “How motivated are you to be physically active in
your daily life?’ It was measured on a 5-point rating scale (1
“Not at all motivated” to 5 “Extremely motivated”).

Ability to Exercise

A positive change in perceived ability of an individual to
perform day-to-day activitieswas hypothesized to beameasure
of improved physical fithess. To assessthese capabilities, scales
from previous research, eg, [ 76-79] were adapted into a list of
14 activities that included cardiovascular (eg, walking up two
flights of stairs, heavy household chores), strength (eg, lift and
carry 10 Ib of groceries), balance (eg, balance on one foot for
10 seconds), and stretching (eg, reach into a high cupboard).
Participants were asked to rate the difficulty to do each behavior.
Reponses were given on a 4-point rating scale (1 “Easy to do,”
2 “Somewhat difficult”, 3 “Difficult,” 4 “Can’'t do;” Cronbach
alpha=.90)

Barriersto Exercise

One goal of the intervention was to change perceptions about
possible barriers to participating in physical activity, which
research suggests are the reasons many individualsfail to adopt
and/or maintain exercise habits, eg, [80,81]. Our previous
Internet research on sedentary factory workers [47] compiled
a list of 15 barriers to exercise, which showed significant
improvement at 30-day follow-up. Thelist from that study and
barriers derived from our unpublished Internet survey of older
adults was adapted for this research. The 13 potential barriers
included lack of willpower, no one to exercise with, fear of
injury, lack of skills, lack of time, bad weather, no safe place,
lack of social support, finances, being out of town, too old and
out of shape, didike of sweat, and exerciseisboring. Participants
were asked to rate how likely each barrier was to prevent them
from being physically active in the next week. Reponses were
given on a 5-point rating scale (1 “very unlikely” to 5 “very
likely”) and combined to form a single-scale score (Cronbach
alpha=.88).

Stage of Change

If the research intervention was successful, a progression of
participants al ong the continuum of change would be expected.
Stage of change (SOC), ie, precontemplation, contemplation,
action, maintenance, which assesses an individual’s readiness
to adopt new behavior, was measured using four items
developed by Marcus, Rossi, Selby, Niaura, and Abrams [82].
A definition of physical activity was provided that included
increased heart rate and breathing. Four items were presented:
“1 am currently physically active (Yes/No)”, “I intend to become
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more physically active in the next 6 months (Yes/No)”, “I am
currently engaged in regular physical activity (Yes/No)”, and
“1 have been regularly physically active for the past 6 months
(Yes/No)”. This instrument had a 2-week Kappa index of
reliability of .78 and was correlated with measurements of
self-efficacy and intentions [83-85] and with the Seven Day
Recall Physical Activity Questionnaire [86].

User Satisfaction

User acceptance of the intervention was measured with ratings
of perceived satisfaction. Tx group participants responded to
additional itemsrelating to their subjective opinions of the Active
After 55 program, including satisfaction, ease of use, helpfulness
of the overall information, helpfulness of the articles, and
willingness to recommend the program to a friend. For each
item, participants were asked to rate their opinions on a 7-point
rating scale (1 “Not at al...” to 7 “Extremely...”). A final item
asked for opinions on the number of sessions, with a 5-point
Likert scale from 1 “Needed many more” to 5 “Far too many”.

Results

Participants

A total of 405 participants, including 200 Tx and 205 Ctrl group
participants were randomized into the study after consenting,
and a total of 368 participants completed the T1 assessment
including Tx (n=178) and Ctrl (n=190; Appendix 1) conditions.
The sample included 69% female and had a mean age of 60.3
years (SD 4.9). Average BMI was 28.9 (SD 6.7), indicating that
the participants, as a group, were considered overweight [69].
They self-identified to be 59% Caucasian, with 41% from other
racial and ethnic groups. Most (82%) had at |east some college
education, 73% had afamily income >$40,000/year, and 56.9%
were employed. A total of 70% of participants reported using
the Internet morethan 7 times per week, and 71% emailed more
than 7 times per week.

Baseline Equivalency and Attrition Analysis

The two experimental groups were compared on baseline
characteristics and pretest outcome measures. With respect to
baseline characteristics, the only significant difference was
obtained for race/ethnicity: compared to the Ctrl participants,
Tx participants were less likely to be Caucasian, ie, 53% vs.
64%; chi-square (1, N=368) = 4.46, P=.035. Given this
significant difference, the main outcome analysis included
race/ethnicity as a between-subjects factor. The two conditions
did not differ significantly on any of the 13 numeric outcome
measures or the Stage of Change groups.

Over the course of the study, a total of 84 (62 Tx; 22 Ctrl) of
the 405 randomized participants were unresponsive to repeated
prompts and were dropped from the study, and 19 participants
(13 Tx; 6 Ctrl) were removed as fraudulent during the 6-month
period between T1-T3 assessments. Of the Tx group
participants, only 145 of the 178 who submitted the T1
assessment logged on to initially use the intervention, and 6 of
those participants did not complete Visit 1. A total of 92 (73.6%)
of those completing T3 assessments (ie, 51.7%) from the T1
Tx group completed all 12 sessions.
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Thus, out of the 178 Tx Group participants at T1, 125 (70.2%)
eventually remained in the study to T3. A total of 305
participants (125 Tx group; 180 Ctrl group) submitted a T2
assessment, and 302 (125 Tx group; 177 Ctrl group) submitted
a T3 assessment. Overall, T1-T3 attrition was (368-302)/368 =
17.9%.

A significantly higher attrition rate was obtained for the Tx
condition compared to the Ctrl condition with 30% vs. 7%;
chi-square (1, N=368) = 32.84, P<.001. In addition, significantly
higher rates of attrition were obtained for male vs. female
participants with 25% vs. 15%; chi-square (1, N=360) = 4.51,
P=.034, race/ethnic minority vs. Caucasian participants at 26%
Vs, 12%; chi-sguare (1, N=368) = 32.84, P<.001, and thosewho
reported less frequent baseline computer usage, ie, 1-2 times
per week = 46%, 3-4 times per week = 44%, 5-6 times per week
= 12%, 7 times per week = 14%, 8 or more times per week =
15%; chi-sgquare (4, N=361) = 20.83, P<.001. Participants who
dropped out of the study after T1 (n=65) were also compared
to those who continued participating (n=302) on the pretest
outcome measures. Compared to the participants who completed
either T2 or T3 assessments, those who dropped out had
significantly lower means on the attitudes/knowledge scale at
38 vs. 4.1; t (365) = 3.26, P=.001, ie, attriters had poorer
attitudes’/knowledge at T1 and significantly higher mean levels
for the barriers to exercise scale at 2.7 vs. 2.4; t (365) = 2.86,
P=.005. However, no condition-by-attrition interactions were
found to be significant for any of the T1 measures, ie, attriters
did not differ across experimental condition onthe T1 measures.

Missing Data and | mputation

Rates of missing study outcomes ranged from 0-1% at T1,
18-21% at T2, and 19-22% a T3. The full-information
maximum likelihood estimators assume dataare at east missing
at random (MAR). It is not possible to know for sure that data
are MAR because information about the value of the missing
data is not available. However, given the abovementioned
significant associations between attrition and study outcomes
at baseling, the MAR assumption appears less tenable.
Therefore, the main outcome analyses were conducted with (1)
available data (ie, “complete cases’, n=294 to 300, dependent
outcome), and (2) one fully-imputed dataset that included all
368 study participants. Since the inclusion of additional
predictors in the imputation model can reduce bias and make
the MAR assumption more plausible [87-89], in addition to the
all study outcomes, theimputation model also included all study
demographic characteristics.

Sequentia regression multiple imputation (SRMI [90]) was
used to generate the dataset using the | VEware software V0.2
[91]. SRMI specifies a multivariate model by separate
conditional models for each incomplete variable allowing for
imputation of variables with different distributional properties.
For the current study, three models were specified: a normal
linear regression model for continuous variables, a logistic
regression model for binary variables, and a generalized logit
regression model for variables with more than two categories.

Results indicate that the available data approach and imputed
data approach resulted in asimilar pattern of results. Following
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theintent-to-treat approach, resultsfrom theimputed model are
reported bel ow.

Program Usage

Asmentioned, 125 (70%) of the original Tx group remainedin
the 12-week study. The mean number of visits to the website
for these individuals was 15.2 visits (SD 9.02). The mean total
time spent using the program summed across dll visitswas 123.4
minutes (SD 185.98), and the mean time spent per visit was
9.66 minutes (SD 10.48). Participants each accessed an average
of 2.92 (SD 4.30) program segments designed to hel p overcome
specific perceived barriers to exercise.

Pretest-Posttest Change

A 2 x 2 (condition by race/ethnic minority status) MANCOVA
was conducted on the posttest outcome measures in which the
pretest outcome measures were included as covariates. The
dependent measures included: (1) physical activity measures,
(2) SF-12 physical and mental composite measures, (3) BMI,
and (4) psychosocial measures (Appendix 2).

Table 1. ANCOVA resultsfor the outcome measures.

Irvine et al

An overall multivariate model was tested at posttest, followed
by univariate models for each outcome measure. Partial
eta-sguare was used as the estimate of the effect size; values of
.01, .06, and .14 represent small, medium, and large effect sizes,
respectively [92]. The multivariate model at posttest was
significant in which the Tx participantswere found to have large
gains compared to the Ctrl participants, F (14, 337) =4.81, P=
.001, eta-square = .17 (Table 1). As can been seen in Table 1,
the Tx Group differed significantly from the Ctrl participants
on 13 of the 14 outcome measures. The only measure not
showing significant T1-T2 change was BMI. The outcome
measures with medium effect sizes or larger include
cardiovascular exercises min/wk (eta-square = .07), stretching
exercises min/wk (eta-square = .07), strength exercises min/wk
(eta-square=.11), balance exercises min/wk (eta-square =.09),
number of activities (eta-square = .07), behavioral intentionsto
exercise (etasquare = .10), and motivation to exercise
(eta-square = .06). Neither the multivariate main effect for
race/ethnicity nor the condition-by-race/ethnicity interaction
effect was significant.

Outcome measure/ Condition

T1-T2 condition effect

T1-T3 condition effect

F test P Etal @ F test P Eta? 2

Cardiovascular activities 26.32 <.001 .067 19.38 <.001 .050
Stretching activities 25.71 <.001 .070 23.36 <.001 .060
Strengthening activities 42.70 <.001 105 19.03 <.001 .050
Balance activities 37.26 <.001 .092 32.37 <.001 .081
Activities min/wk 254 <.001 .068 17.98 <.001 .049
SF-12 physical 5.19 .023 .015 7.56 .006 .021
SF-12 mental 11.41 .001 .032 9.51 .002 .026
BMI (kg/mz) 1.04 .309 .003 4.42 .036 .012
Attitudes’K nowledge 10.16 .002 .028 8.57 .004 .024
Self-efficacy 9.08 .003 .025 13.05 .001 .036
Behavioral intentions 38.99 <.001 A 23.38 <.001 .063
Motivation to exercise 21.22 <.001 .057 22.47 <.001 .06

Ability to exercise 414 .043 .012 6.85 .009 .019
Barriersto exercise 8.67 .003 .024 8.26 .004 .023

4 Partial eta-square (effect size): .01 small, .06 medium, .14 large.

Pretest—Follow-Up Change

To examine the maintenance of program effects at follow-up,
an overall 2 x 2 MANCOVA model was tested comparing the
two conditions on the follow-up outcome measures, controlling
for pretest measures, followed by univariate ANCOVA models.
The multivariate model at follow-up was significant in which
the Tx participantswerefound to maintain large gains compared
to the Ctrl participants, F (14, 337) = 3.08, P<.001, eta-square
= .11. The Tx group differed significantly from the Ctrl
participants on all of the 14 outcome measures (see Appendix
2). The outcome measures with medium effect sizes or larger
include stretching exercises min/wk (eta-square = .06), balance
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exercise min/wk (eta-square = .08), behavioral intentions to
exercise (etasquare = .06), and motivation to exercise
(eta-sguare = .06). Although there was a significant multivariate
main effect of race/ethnicity status with F (14, 337) = 1.96,
P=.020, eta-square = .08, the condition-by-race/ethnicity
interaction effect was not significant. Compared to race/ethnic
minority participants, Caucasian participants reported
significantly lower follow-up mean scores for self-efficacy at
36 vs 3.9; F (1, 350) = 5.05, P=.025, eta-square = .01,
behavioral intentions at 3.6 vs. 4.0; F (1, 350) = 5.39, P=.021,
eta-sguare = .02, and motivation at 3.3 vs. 3.8; F (1, 350) =
12.05, P<.001, eta-square = .03.
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Stages of Change Analysis

Stage of change groupings are compared in Table 2, and it is
curious that even though all of the participants were screened
to be a a maximum of 40% of recommended minimums for
weekly exercise [7], 29% of Tx and 21% of Ctrl participants
reported being in the maintenance stage at pretest. The two

Table 2. Stages of change groups by conditionat T1, T2, and T3.

Irvine et al

conditions were compared using contingency table analyses at
pretest, posttest, and follow-up. They did not differ significantly
at pretest, but significant effects were obtained at posttest and
follow-up. Compared to Ctrl participants, a larger proportion
of Tx participants were found to be in the Action and
Maintenance stages at both posttest and follow-up.

Pre-contemplation Contemplation Preparation Action Maintenance
N % N % N % N % N %
T1?
Treatment 3 2 91 52 24 136 7 4 51 29
Control 3 2 97 52 37 19.8 11 6 39 21
T2
Treatment - - 14 11 19 154 28 23 62 50
Control 8 5 57 33 24 139 19 11 65 38
T3¢
Treatment 1 1 16 13 15 12 13 10 80 64
Control 4 2 46 26 30 17 17 10 79 45
aChi square (4, N=363) = 5.12, P=.275.
b Chi square(4, N=296) = 28.79, P=.001.
¢ Chi square (4, N=301) = 13.61, P=.009.
Dose-Response Analysis Discussion

A dose-response analysis was conducted to examine whether
thelevel of exposureto the program was significantly associated
with pretest-posttest change in the outcome measures for the
participants assigned to the treatment condition. A composite
dose measure was created by standardizing the total time spent
across all sessions, the number of page views, and the number
of sessions, and computing the mean vaue of the three
standardized scores (Cronbach alpha = .79). A composite
outcome measure was created by calculating pretest-posttest
gain scoresfor each of the 13 outcome measures, standardizing
each gain score, and computing the mean value of the
standardized gain scores (Cronbach alpha=.85). The correlation
between the composite dose measure and the composite gain
score was significant, r=.22, P=.014. Thus, a higher level of
program utilization was associated with significantly greater
change in outcome, which provides further support for the
internal validity of the study.

User Acceptance

Ona7-point scale(eg, not at all satisfied —extremely satisfied),
participants reported they were quite satisfied with the program
(M=5.6, SD 1.3), the program was very easy to use (M=5.9, SD
1.2), the overall information wasvery helpful (M=5.9, SD 1.2),
the articles provided by the program were very helpful (M=5.7,
SD 1.3), and they would be very likely to recommend the
program to a friend or family member (M=5.7, SD 1.4). On a
5-point scale to determine opinions about the number of
sessions, 89 participants (70%) rated “ Just Right,” and 27 (21%)
rated “A few too many”.

http://www.jmir.org/2013/2/e19/

This randomized effectivenesstrial to evaluate the Active After
55 Web program indicates that the intervention positively
impacted the physical activity of sedentary older adults, and it
was well received. The hypotheses were that the intervention
would be linked to changes in the exercise domains of
endurance, stretching, strengthening, and balance and that it
would be linked to theoretically relevant mediators of behavior
change. The findings were very consistent across an array of
measures, with alarge multivariate effect size at posttest and a
medium multivariate effect size at 6-month follow-up. The Tx
group showed significant improvement on 13 of 14 outcomes
at posttest and on all 14 outcomes at follow-up (Table 1). Taken
together, the results suggest that the intervention had an impact
on the self-reported PA of this sample of sedentary older adults,
agroup that might be expected to be difficult to change.

The strength of the results presented here may actually be diluted
somewhat by the measurement process. Treatment subjectswho
were late completing courses or had stopped taking them were
exposed to relatively less of the intervention before the T2
assessment. Additionally, the Ctrl group results generaly
improved over time, possibly indicating that the assessment
process might have brought about reactive effects. Just being
exposed to those questions might have sensitized the Ctrl group
toimprovetheir level of physical activity and related cognitions.

While defining and identifying a sedentary population of older
adults is an inexact science, the screening was designed to
disqualify any applicant who engaged in moderate exercise for
more than 60 minutes per week, which is 40% of the minimum
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recommended level [1,7]. The mean BMI valueof 28.9 (kg/m?)
for the participants (Appendix 1) isinthe“ overweight” category
[93]. While being overweight does not of itself indicate that an
individual is sedentary, excess weight is often linked with
insufficient exercise[7,94,95]. Thus, those who tested the Active
After 55 program seemed to have at least one of the
characteristics of sedentary users for which it was designed.

The fact that 92 of the 139 participants (66%) who completed
Visit 1 finished al 12 sessions without payment to do so,
suggests that the PA intervention was engaging enough for a
majority to follow through for 12 weeks. Thisisavery positive
sign, but we found no attrition results from comparable Web
research against which to measure our results. Asindicated by
the dose-response analysis, greater program utilization resulted
in greater changein outcomes, which has been reported by other
[47,96], but not &l [97] Internet PA studies. However,
understanding the dose response rel ationship between improved
outcomesand program engagement is complicated by participant
attrition [24].

Dropouts in this study had lower attitude/lknowledge scores
about the benefits of exercise, and they had higher perceptions
of barriers to exercise. While the results presented here must
be viewed cautiously until validated by other research, they
might offer a hint as to why sedentary individuals fail to start
to engage in a Web PA program. Other research attributes
atrition from PA programs to unredlistic participants
expectation [98], demographics, and physical characteristics
[99], low intention to change [32], time requirements[100], and
various perceived barriers to exercise [101]. An alternative
supposition for dropouts related to Internet PA programs is
offered by the work of Christensen and colleagues, which
suggests that some individuals, described with terms such as
e-attainer [102] or one hit wonders [103], benefit from only
brief exposure to Internet interventions. That is, participants
meet their own Web program participation goal's, which do not
match those of the researcher(s). Thus, imputing baselinelevels
for dropouts or looking only at participants who complete a
program may confound the dose-response relationship, which
also might be related to participant motivation or program
engagement [24]. More research is clearly needed to examine
the influence of different intervention components on
engagement and effectiveness with PA websites [104,105],
which might help tease out techniques to improve outcomes
and decrease attrition [24].

This research also presents data on recruitment success using
aninformationa website and automated online screening (Figure
1). While 3472 views of the informational website led to 2589
responses to the first screening question, only 449 (17.3%)
respondents completed the questionnaire. Why more potential
participants did not complete the 14-item questionnaire, which
did not request sensitiveinformation and was designed to require
less than 5 minutes to complete, is unclear.

Also of potential interest to other researchers is the incidence
of fraud reported here. Of the 424 individuals who screened in
and agreed to the informed consent, 19 were dropped because
of fraudulent information before being randomized, and another
19 subjects were discovered to be fraudulent and were dropped
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between T1-T3. Thus, 9% of those who screened in provided
falseinformation. We have experienced roughly similar numbers
in other Internet studies, causing usto set up our fraud database
to cross-check participant information. Some individuals are
repeat offenders, and we even had one fraudulent participant in
another study complain to uswhen confronted on thetel ephone
that removal from a study constituted mistreatment by us
because shesaid, “1’m only trying to makealiving.” Webelieve
that the potential for fraudulent participation in research studies
on the Internet is an important issue, but we are aware of no
research into the frequency of occurrence or stepsto minimize
it.

Limitations

The current results must be viewed cautiously because we have
no evidence that the participants actually engaged in PA or
provided accurate information. Additionally, some of the
measures were not validated in other research, physical
functionality was not measured beyond the SF-12 physical
sub-scale, and the follow-up period was somewhat limited (ie,
6 months). Follow-up studies of 1-2 years, using participant
exercise logs and verifiable measures of PA (eg, treadmill
testing; 6-minute walk testing), and functionality (eg, Physical
Functional Performance Test [106]; AM-PAC Physical Mohility,
and Personal Care scales [107]) would provide greater
confidence in the intervention effects. Also, the assessment
measures were self-reported making them potentially subject
to socia desirability bias [108]. Some research, however,
suggests self-report measures of PA and more objective
measures such astreadmill testing may bein rough concordance
[109]. Ancther concern is the discrepancy between the initial
screening of participants, which limited participants to a
maximum of 60 minutes of exercise per week, and the amounts
of PA reported at T1 (eg, Tx: 53.7 min/wk, SD 73.5; Ctrl: 47.5
min/wk, SD 55.6; Appendix 2), which put many participants
near or perhaps over the maximum allowable limits at baseline.
Despite all these potential shortcomings, however, Tx
participants showed significant improvement compared to the
Ctrl group, which is a promising outcome.

Participants were arelatively young population of older adults
(ie, M=60 years of age), and they tended to be employed,
educated, and frequent computer users with at least a
middle-class income. Less educated, lower income, rural, and
ethnic populations might be less likely to have Internet in their
homes[110], and this approach would obviously beinapplicable
for seniors who do not use computers. While seniors are the
fastest growing demographic online[43], research is needed to
determine if the results of this study generalize to even older
generations and to other demographic categories.

The higher attrition rate among treatment parti cipants compared
to control participantsisanother limitation that may have biased
the study findings. However, because experimental conditions
did not interact significantly with any of the baseline participant
characteristics in predicting study attrition, the potential
confounding due to differential attrition would appear to be
minimal. Furthermore, the use of maximum likelihood
estimation for missing datawould hel p to reduce potential biases
associated with study attrition.
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Conclusions

Despite limitations, this research demonstrates that a
theoretically based stand-alone Internet exercise program that
tailors content according to users' preferences and interests can
increase self-reported PA and be well received by sedentary
older adults. Thistype of intervention can be available to users
24/7 on the Internet, making it a potentially cost-effective PA

Irvine et al

tool that can reach large numbers of people. The results are
impressive considering that the study was not conducted as part
of a larger health promotion campaign, which might have
provided additional support and encouragement for the
participants and which might have decreased attrition. Still,
more research is needed to understand factors associated with
using Internet interventionsto maintain engagement in PA over

time.
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Abstract

Background: Smoking tobacco isone of the most preventable causes of illness and death. Web-based tail ored smoking cessation
interventions have shown to be effective. Although these interventions have the potential to reach a large number of smokers,
they often face high attrition rates, especially among lower educated smokers. A possible reason for the high attrition ratesin the
latter group isthat computer-tailored smoking cessation interventions may not be attractive enough asthey are mainly text-based.
Video-based messages might be more effective in attracting attention and stimulating comprehension in people with a lower
educational level and could therefore reduce attrition rates.

Objective: The objective of the present study was to investigate whether differences exist in message-processing mechanisms
(attention, comprehension, self-reference, appreciation, processing) and future adherence (intention to visit/use the website again,
recommend the website to others), according to delivery strategy (video or text based messages) and educational level, to aDutch
computer-tailored smoking cessation program.

Methods: Smokers who were motivated to quit within the following 6 months and who were aged over 16 wereincluded in the
program. Participants were randomly assigned to one of two conditions (video/text CT). The samplewas stratified into 2 categories:
lower and higher educated participants. In total, 139 participants compl eted the first session of the web-based tail ored intervention
and were subsequently asked tofill out aquestionnaire assessing message-processing mechanismsand future adherence. ANOVAS
and regression analyses were conducted to investigate the differences in message-processing mechanisms and future adherence
with regard to delivery strategy and education.

Results: Nointeraction effectswere found between delivery strategy (video vstext) and educational level on message-processing
mechanisms and future adherence. Delivery strategy had no effect on future adherence and processing mechanisms. However,
in both groups results indicated that lower educated participants showed higher attention (F; 135=3.97; P=.05) and processing

levels (F; 133=4.58; P=.04). Resultsrevealed also that |ower educated participants were moreinclined to visit the computer-tailored
intervention website again (F; 135=4.43; P=.04).

Conclusions: Computer-tailored programs have the potential to positively influence lower educated groups as they might be
more involved in the computer-tailored intervention than higher educated smokers. Longitudinal studieswith alarger sample are
needed to gain more insight into the role of delivery strategy in tailored information and to investigate whether the intention to
visit the intervention website again results in the ultimate goal of behavior change.

Trial Registration: Netherlands Trial Register (NTR3102).
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Introduction

During the last decade, an increasing number of people used
the Internet to obtain health-related information. In the field of
health promotion, the Internet has become an important medium
for the delivery of behavioral changeinterventions[1,2]. Health
professionals have started to deliver several lifestyle behavior
interventions through the web, including interventions aimed
at smoking cessation [3], nutrition behavior [4], and physical
activity [5,6].

A successful interactive strategy consists of computer-tailored
interventions[7] through which individual s receive personalized
information and feedback on health behavior and motives for
this behavior. Tailored health messages are based on aperson’s
answersto aquestionnaire on individual characteristics related
to health behavior. Current research has shown the superiority
of tailored materials over existing standard materials [8,9]. In
the field of smoking cessation, recent studies have revealed
computer-tailored smoking cessation interventions to be more
effective than non-tailored interventions [9,10]. Yet, as with
many eHealth interventions, smoking cessation interventions
delivered via the Internet have high attrition rates, especially
among people with lower education [11,12]. However, less
educated people are often those who smoke more cigarettes [13]
and show higher nicotine addiction rates, less quit-attempts,
and more relapses compared to people with a higher level of
education [14,15]. Past research in the Netherlands has shown
that smoking prevalence was significantly higher among less
educated people (29%) compared to people with a higher level
of education (20%) [13]. Smokers of lower socioeconomic status
(LSES) are therefore a highly relevant target group for using
these computer-tailored programs. Hence, it is important to
investigate how attrition rates among lower educated groups
can be reduced and how computer-tailored interventions can be
optimized to attract groups of different education levels.

A possiblereason for the high attrition ratesin computer-tailored
interventions is that they rely heavily on text-based messages.
Research suggests that video-based messages might be more
effective in attracting attention and stimulating comprehension
in people with alower educational level [16,17]. Furthermore,
video-based messages have been shown to require less mental
effort and may help the person focus on the core elements of
themessage[18,19]. It istherefore conceivabl e that video-based
messages may be better for reaching lower educated groups and
realizing behavior change. Additionally, higher educated groups
may benefit more from in-depth processing and accordingly
may be stimulated more by text-based messages [20].

Recent research examining computer tailoring identified
different underlying message processing-mechanismsthat play
an important role in enhancing health communication [21]. In
tailored communication, five important message-processing
mechanisms have been identified: attention, comprehension,

http://www.jmir.org/2013/2/e28/

processing, self-reference, and appreciation. Attention refersto
the ability to focus on the receiving message. Due to the fact
that paying less attention to amessage lowersthe overall effect,
one purpose of tailored material is to increase the attention to
the message. A recent study has shown stronger attention
processes in people reading tailored materia [22].
Comprehension refers to the ability to understand the content
of the message. Past studies have shown that the better the
message was matched to persona attributes and preferences,
themore the message was understood and remembered [23,24].
A psychological theory that has been used to explain the effects
of tailoring is the Elaboration Likelihood Model (ELM). This
theory statesthere are two processing routes, the peripheral and
the central. Related to thistheory, personally relevant messages
are processed by the “central route” and therefore take more
effort to process [25]. The idea of tailoring is to increase the
perceived relevance of the message in order to elicit a careful
consideration of the message, which leads to a deeper impact
of the received content. Indeed, a study about weight loss
information indicated participants engaged in deeper processing
of tailored information when compared to non-tailored
information [26]. Besides effortful processing, afurther aim of
tailoring isto stimulate self-referential thinking. Self-referential
thinking refers to the ability to refer the given information to
one'sown situation. For example, tailored weight loss materials
have been shown to encourage participants to link the
information to their own situation [26]. Furthermore, it is also
theorized that tailoring influences the appraisal of a message.
Tailored materials may enhance the feeling of being well
understood and would therefore lead to more appreciation
compared to non-tailored information. To sum up, tailoring is
used to increase the relevance of ahealth message by stimulating
attention, comprehension, and the overall depth of message
processing. The effects of tailoring on message-processing
mechanisms might be further increased by the use of a suitable
delivery strategy. However, as already indicated, these possible
effects might be different for people with a lower or higher
educational level.

To our knowledge, no previous studies have empirically
examined the effects of delivery strategies (video vs text) and
their impact on message-processing mechanisms among
different educational groups. The first aim of this paper was to
explore whether there exist differences in message-processing
mechanisms according to delivery strategy (video or text based
messages) and educational level. Past research has shown that
information processing in lower educated groups was less
profound and moreinfluenced by visual than textual information
[27]. Based on this, it was expected that tailoring would result
in deeper information processing in lower educated smokers
who received the video-based messages. In contrast, it was
expected that the effects of tailoring would increase for higher
educated smokers who received the text-based messages.
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Additionally, eHealth research has acknowledged theimportance
of user experience of the intervention website. User experience
refers to what a person thinks and feels during and after being
exposed to a website [28]. Past research demonstrated the
importance of user experiences (eg, trustworthiness, enjoyment)
with regard to revisiting the website [29]. A positive user
experienceisrelated to an increased website use [ 28], resulting
in future adherence [30]. Future adherence can comprise two
components: (1) the intention to revisit an Internet-delivered
intervention, and (2) recommending an Internet-delivered
intervention to others[30]. Internet-delivered interventions and
especialy computer-tailored interventions often consist of
several modules/feedback sessions. Since several sessions are
often necessary to achieve behavior change in the long run
[31,32], it is important to know whether people would like to
revisit the intervention website. People with ahigh intention to
revisit thewebsite intervention might belikely to follow further
important parts/sessions of theintervention and could therefore
benefit more from the intervention than people leaving the
program after their first visit. Next, it is important to know
whether people would recommend the Internet-delivered
intervention to others since previous studies demonstrated that
the “word of mouth” strategy is effective in order to increase
the use of eHealth interventions [33]. In order for web-based
interventionsto have an impact on public health, it isimportant
that theintervention isal so disseminated by the target population
[34]. Now that computer-tailored interventions have become
anincreasingly popular strategy in thefield of smoking cessation
interventions, it is important to examine whether future
adherence of computer-tailored intervention websites is
influenced by delivery strategy (video vstext) and whether these
effects vary among different educational groups.

The second aim of this study was to investigate whether there
exist differences in future adherence according to delivery
strategy (video or text based messages) and educational level.
It was expected that future adherence would increase in lower
educated smokers who received the video-based messages;
whereas, we expected the same effects for higher educated
smokers who received the text-based messages.

In summary, the current study was designed to assess whether
a different delivery strategy (video vs text) interacted with
educational level on message-processing mechanismsand future
adherence of a Dutch computer-tailored smoking cessation
program.

Methods

Background

This study aimsto provide an in-depth exploration of the effects
of video and text computer tailoring on message-processing
mechanisms, which are also tested within the currently tested
RCT [35]. Hence, the sample and the study we describe in this

http://www.jmir.org/2013/2/e28/
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paper are different from the currently tested RCT. The described
study usesonly one session of theintervention tested within the
RCT to test a different hypothesis (ie, differences between
video/text on outcome measures regarding message-processing
mechani sms and future adherence, which are not directly related
to health, and not the hypothesis stated in the RCT protocol
concerning the effect on smoking cessation) and was therefore
not registered as atrial.

Sample

Participants for this study were recruited in May 2011 through
the Dutch Internet research agency Flycatcher [36]. From this
panel, a sample of potential participants (N=11,583) was
approached to fill in ashort web-based questionnaire about their
smoking behavior, their motivation to quit, and their educational
level. The main purpose of this pre-analysis was to include
participants who smoked only at thetime of the study inclusion,
were aged 16 years or older, were motivated to quit, and could
be categorized as lower or higher educated participants. They
were first asked to indicate whether they smoked. Participants
who indicated they smoke were next asked to indicate how often
they smoked ranging from daily to once a month or less.
Motivation to quit smoking was measured by oneitem ng
whether the participant intended to quit smoking in the future
on an 8-item scale ranging from “definitely not” (1) to
“definitely yes’ (8). All participants who at least indicated that
they were most likely (6) to quit in the near future were
categorized as motivated. Educational level was divided into
low (primary, basic vocational, lower general school),
intermediate (higher general secondary education, preparatory
academic education, medium vocational school) and high
(higher vocational school or university level). Only participants
with alow or high educational level (categorized to the standards
of Statistics Netherlands) were invited to take part in the study
[37]. Intotal, arandom sample of panel members (N=300) who
met these inclusion criteria was invited to participate in the
study.

From this sample, 240 clicked on the link of the intervention
website and agreed to participate in the study (response rate:
80%); 36 participantsdid not fill out the questionnaireresulting
in asample of 204 participantswho finished the study (retention
rate: 85%). From these 204, only smokers who stayed more
than 5 minutes on the intervention website (n=139) were
included in the main analysis. We used this inclusion criterion
since a minimum of 5 minutes is needed to process the
information in both conditions. In order test our hypotheses on
message-processing mechanisms and future adherence correctly,
we found it necessary to include only smokers who thoroughly
completed the program. This resulted in a sample of 139
participants (see Figure 1). As an additional strategy, we also
conducted an intention-to-treat analysis of the data from all
participants, also including those who stayed |essthan 5 minutes
on the website.
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Figure 1. Flowchart of the study.
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Procedure

Participants were informed that they were able to discontinue
their participation in the study at any time without any

After signing up for participation and giving online informed  consequences. Smokers were randomly allocated to either the
consent, all included smokers were exposed to the website of  text condition or the video condition. Allocation to the two
aDutch smoking cessation computer-tailored intervention [38].  conditions was executed by the Tailor Builder computer
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software program (OSE, Sittard, the Netherlands). This software
was devel oped for the execution of different web-based tailored
interventions [39]. Smokers had to follow only one session of
the currently tested computer-tailored smoking cessation
intervention. After completing this session, they were asked to
fill out aweb-based questionnaire assessing message-processing
mechanisms and the intention to revisit the website and
recommend it to others.

Content

I ntervention

The computer-tailored smoking cessation intervention was based
on the I-Change model [40]. Participants in the text condition
received computer-tail ored text messages, whereas participants
in the video condition received computer-tailored video
messages. In thetext condition, participants were presented text
phrases without any further graphics or animations. For the
video condition, the text-driven messages were translated into
narrated video-driven messages that had a news-driven format
with different adults delivering the tail ored messages. We used

Figure 2. Screenshot of persona advice from the video condition.
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simple videos without any other animation effects such as
cartoons, hyperlinks, etc. In the video condition, the same
tailored advice was used as in the text condition. The only
difference between the two conditions was the strategy of
delivery; the content of the advice was the same in both
conditions (see Figures 2 and 3) Feedback messageswere based
on a participant’s answers to a questionnaire and tailored to
their individual characteristics, such as their beliefs towards
smoking, their intention to quit, and their overall smoking
behavior. The session that smokers had to follow in this study
was intended to increase participants motivation to quit
smoking and to encourage smokersto quit smoking in the near
future. First, smokersreceived threetail ored feedback messages
on their perceived advantages and disadvantages of quitting.
Next, one piece of advice was offered with respect to
participants perceived social support. Last, one piece of tailored
advice was provided on their perceived self-efficacy to quit
smoking. A detailed description of the different intervention
components that are assessed in the currently tested RCT are
reported elsewhere [35].
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Figure 3. Screenshot of persona advice from the text condition.
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Measures

The following demographic variables were measured: age,
gender (0=mae; 1=female), and educationa level (O=low;
1=high) [37]. Furthermore, time spent on the intervention
website was logged by the program system in minutes and
seconds.

Addiction level was measured by 6 items using the Fagerstrom
Test for Nicotine Dependence (FTND), asking participants how
many cigarettes they smoked per day, at which time points, and
whether they had difficulties not smoking in smoke-free places.
The answers were converted into an overall sum score (O=not
addicted; 10=highly addicted) [41].

Readiness to quit smoking was measured by one item asking
participants whether they intended to quit smoking, resulting
in 6 categories (6=yes, within the following month; 5=yes,
within 1-3 months; 4=yes, within 4-6 months; 3=yes, within 1
year; 2=yes, within 1-5 years; 1=yes, but not within the
following 5 years) [42,43].

Cognitive processing (eg, “I like tasks where | do not have to
think much”, ng to what extent people engagein effortful
processing) was measured by 6 items on a 5-point scale of the
Heuristic Systematic Processing Questionnaire ranging from 5,
“| totally agree” to 1, “1 totally disagree” (Cronbach apha=.74)
[44].

Future adherence was measured by two concepts: intention and
recommendation. Intention to revisit (eg, “Itislikely that | will
visit the website again in the future”) was measured by 3 items
on a 7-point scale, ranging from 7, “1 totally agree” to 1, “I
totally disagree” (Cronbach apha=.91). Recommendation to

http://www.jmir.org/2013/2/e28/

RenderX

others (eg, “It is likely that | will recommend this website to
others’) was measured by 3 items on a 7-point scale ranging
from 7, “I totally agree” to 1, “I totally disagree” (Cronbach
alpha=.97) [30,45].

User experiences (also known as user perceptions) [30] were
measured by four concepts: trustworthiness, enjoyment, active
trust, and design aesthetic. Trustworthiness (eg, “I trust the
information presented on this website”) was measured by 3
items on a 7-point scale ranging from 7, “| totally agree” to 1,
“| totally disagree” (Cronbach alpha=.87). Enjoyment (eg, “I
found my visit to this website enjoyable”) was measured by 3
items on a 7-point scale ranging from 7, “| totally agree” to 1,
“| totally disagree” (Cronbach alpha=.92). Active trust (eg, “I
would act on the information presented on this website if
needed”) was measured by 3 items on a 7-point scale ranging
from 7, “I totally agree” to 1,“I totally disagree” (Cronbach
alpha=.91). Design aesthetic (eg, “The whole design of the
website/program is attractive’) was measured by 3 items on a
7-point scale ranging from 7, “I totally agree” to 1, “I totally
disagree” (Cronbach alpha=.93) [30].

Tailored-processing mechanisms were measured by five
concepts. Attention for thetailored advice (eg, “ The advice was
interesting”) was measured by 4 itemson a 7-point scaleranging
from 7, “I totally agree” to 1, “I totally disagree” (Cronbach
alpha=.89). Comprehension of the advice (eg, “ The advice was
clear to me’) was measured by 4 items on a 7-point scale
ranging from 7, “I totally agree” to 1, “I totally disagree

(Cronbach alpha=.91). Salf-reference towards the advice (eg,
“The advice was personally relevant for me”) was measured by
4 items on a 7-point scale ranging from 7, “| totally agree” to
1, “I totally disagree” (Cronbach alpha=.91). Appreciation of
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the advice (eg, “| appreciated the advice”) was measured by 3
items on a 7-point scale ranging from 7, “I totally agree” to 1,
“| totally disagree” (Cronbach alpha=.94). Processing of the
advice (eg, “The advice encouraged me to think more about
smoking cessation”) was measured by 4 itemson a7-point scale
ranging from 7, “I totally agree” to 1, “I totally disagree”
(Cronbach alpha=.93) [21].

An overall grade for the advice was measured by 1 item asking
participants to give an overall score for the provided advice
from 1 (very bad) to 10 (very good).

Statistical Analysis

First, descriptive analyses were used to determine the sample’s
characteristics. To test whether any baseline differences existed
between the video and text condition, t tests were performed
for interval scaled variables, whereas Chi-square tests were
conducted for categorical variables. Additionally, the same
analyses were executed to investigate whether baseline
differences existed between higher educated and lower educated
participants. Those variables that differed between condition
and educational levelswereincluded as covariatesin al further
analyses.

Second, two-way analyses of co-variance (ANCOVA) were
carried out to assess whether any differences existed in
message-processing mechanisms according to delivery strategy
and educational level. The same analyses were executed to
detect any differencesin future adherence according to delivery
strategy and educational level.

Table 1. Sample characteristics of adult Dutch smokers (N=139).

Stanczyk et al

Last, alinear regression analysis was conducted to determine
the unique predictive power of delivery strategy and educational
level on future adherence when user experienceswereincluded
as independent predictors in the analysis. All analyses were
conducted with SPSS 17.0.

In the main analyses, we used the sample of the 139 participants
who stayed more than 5 minutes on the intervention website.
These analyses were repeated using an intention-to-treat analysis
of the data from all 204 participants to verify whether we did
not introduce a selection bias by our restriction criterion.

Results

Sample Characteristics

There were no significant differences between participants in
the video and text condition with regard to gender, educational
level, age, cognitive processing, addiction level, and intention
to quit smoking.

Participants in the video condition spent more time on the
websitein comparison with participantsin the text condition (t
(137) =5.06, P<.001), most probably due to the fact that the
video condition lasted slightly longer than the text condition.
Age of participants included in the analysis varied from 20 to
72 years (mean 47.39; SD 11.94). Overall, men were dlightly
underrepresented (37.4%). A description of the overall sample
at baseline can be found in Table 1.

Overal sample Text condition Video condition P
Gender, n (%) A2
Female 87 (62.6 %) 44 (59.5%) 43 (66.2%)
Male 52 (37.4%) 30 (40.5%) 22 (33.8%)
Educational level, n (%) 45
Low 68 (48.9%) 34 (45.9%) 34 (52.3%)
High 71 (51.1%) 40 (54.1%) 31 (47.7%)
Age, mean (SD) 47.39 (11.94) 46.66 (11.90) 48.22 (12.03) 45
Cognitive processing, 3.56 (0.61) 3.55 (0.62) 3.57 (0.60) .83
mean (SD)
FTND score(1-10), mean 3.57 (2.54) 3.41(2.52) 3.75(2.57) 43
(SD)
Readinessto quit, n (%) .93
Within 1 month 26 (18.8%) 14 (19.2%) 12 (18.5%)
Within 1-3 months 43 (31.25%) 22 (30.1%) 21 (32.3%)
Within 4-6 months 28 (20.3%) 14 (19.2%) 14 (21.5%)
Within 1 year 24 (17.4%) 12 (16.4%) 12 (18.5%)
Within 1-5 years 15 (10.9%) 10 (13.7%) 5 (33.3%)
After 5 years 2 (1.4%) 1 (1.4%) 1 (1.5%)
Time spent on website 8.11 (12.82%) 7.15 (9.82%) 7.81 (16.24%) <.001

(min), mean (SD)

http://www.jmir.org/2013/2/e28/

JMed Internet Res 2013 | val. 15 | iss. 2 [e28 | p.40
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

Table 2 shows that participants with either a high or low
educational level did not differ with respect to condition, gender,
readiness to quit smoking, and time spent on the website.
However, educational level differed significantly with respect
to age (t (137)=1.90; P=.05) and nicotine addiction (t

Stanczyk et al

(136)=4.69; P<.001). Lower educated participants were older
and more addicted to nicotine compared to higher educated
participants. Participants with a higher educational level scored
significantly higher on cognitive processing than those with a
lower educational level (t (137)=-5.00; P<.001).

Table 2. Differences of characteristics between lower and higher educational levels (N=139).

Overall sample High level Low level P

Condition, n (%) 45

Text 74 (53.2%) 40 (56.3%) 34 (50.0%)

Video 65 (46.8%) 31 (43.7%) 34 (50.0%)
Gender, n (%) .39

Female 87 (62.6%) 42 (59.2%) 45 (66.2%)

Male 52 (37.4%) 29 (20.9%) 23 (33.8%)
Age, mean (SD) 47.39 (11.94) 45.52 (13.63) 49.34 (9.60) .05
Cognitive processing, 3.56 (0.61) 3.79 (0.56) 3.31(0.57) <.001
mean (SD)
FTND score (1-10), mean 3.57 (2.54) 2.65 (2.45) 454 (2.27) <.001
(SD)
Readinessto quit, n (%) .109

Within 1 month 26 (18.8) 17 (23.9%) 9 (13.4%)

Within 1-3 months 43 (31.2%) 27 (38.0%) 16 (23.9%)

Within 4-6 months 28 (20.3%) 12 (16.9%) 16 (23.9%)

Within 1 year 24 (17.4%) 8 (11.3%) 16 (23.9%)

Within 1-5 years 15 (10.9%) 6 (8.5%) 9 (13.4%)

After 5 years 2 (L4%) 1(1.4%) 1(1.5%)
Time spent on website, 12.82 (8.11) 13.49 (9.92) 12.13(5.62) .33
mean (SD)

main effects of educational level were tested on

Differencesin M essage-Processing M echanisms

To test possible interaction effects of delivery strategy and
educational level on message-processing mechanisms, ANOVAS
were conducted using each of the five message-processing
measures as dependent variables. For the five measures, no
interaction effects were found between delivery strategy and
educational level. Subsequently, main effects of ddlivery strategy
weretested on message-processing measures. Asshownin Table
3, none of the measures approached significance. Furthermore,

message-processing measures. As shown in Table 4, lower
educated participants devoted more attention to the tailored
advice compared to higher educated participants (F(1,138)=3.97;
P=.05). Also, the extent to which participants processed the
information was shown to be higher among lower educated
groups (F(1,138)=4.58; P=.04). No differences between lower
and higher educated smokers could be found with regard to
understanding, self-reference, appreciation, and the overall grade
for the advice.

Table 3. Differencesin variances of delivery strategy with regard to message-processing mechanisms (N=139).

Délivery strategy
Text group Mean (SD)  Video group Mean (SD)  F P n>

Attention 4.85 (1.43) 4.83(1.28) .00 97 .000
Comprehension 5.50 (1.12) 5.41 (1.04) 115 .29 .008
Self-reference 4.93 (1.47) 4.97 (1.20) .06 81 .000
Appreciation 5.23 (1.43) 5.08 (1.32) 40 .53 .003
Processing 4,56 (1.54) 4.83(1.38) 97 33 .007
Grade advice 7.19 (1.36) 6.91 (1.56) 1.89 A7 .014
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Table 4. Differencesin variances of socioeconomic status with regard to message-processing mechanisms (N=139).
Educational Level
High level Low level Mean (SD) F P n?
Attention 4,51 (1.46) 5.21 (1.14) 3.97 .05 .029
Comprehension 5.41 (1.16) 5.54 (0.98) .02 .67 .001
Self-reference 474 (1.42) 5.19 (1.23) 2.10 15 016
Appreciation 4.88 (1.50) 5.47 (1.16) 175 A9 .013
Processing 4.32 (1.53) 5.09 (1.31) 458 04 .033
Grade advice 6.92 (1.46) 7.21 (1.54) 1.45 .23 .011

Differencesin Future Adherence

To test for possible interaction effects of delivery strategy and
educational level on future adherence, ANOVAswere conducted
using each of the two measures as dependent variables. For both
measures, interaction effects between delivery strategy and
educational level were found to be insignificant. Next, main
effects of delivery strategy were tested on future adherence. As

shown in Table 5, the two measures did not approach
significance. Furthermore, main effects of educational level on
future adherence were conducted. As shown in Table 6, lower
educated participants had ahigher intention to visit the website
again compared to participants with a higher educational level
(F(1,138)=4.43; P=.04). Recommending the website to others
did not differ among lower and higher educated smokers.

Table5. Differencesin variances of delivery strategy with regard to future adherence (N=139).

Delivery strategy

Text group Mean (SD)  Video group Mean (SD)  F P n>
Intention 4.61 (1.58) 454 (1.61) .00 95 .000
Recommendation 4.65 (1.63) 4.74 (1.58) .03 .87 .000

Table 6. Differencesin variances of socioeconomic status with regard to future adherence (N=139).

Educational level

High level Mean (SD) Low level Mean (SD) F P n?
Intention 4.23 (1.76) 4.96 (1.28) 443 04 032
Recommendation 437 (1.72) 5.05 (1.41) 272 10 020

Predictors of Future Adherence

In order to test whether delivery strategy, educational level, age,
smoking dependency, cognitive processing, and time spent on
the website were independent predictors of future adherence,
multiple regression analysis was executed. User experiences
wereincluded as well asindependent predictorsin the analysis
to determine the unique predictive power of delivery strategy

http://www.jmir.org/2013/2/e28/

and educationa level in addition to user experiences. Therefore,
the first model consisted of user experiences. Second, we
investigated whether these resultswould change after controlling
for delivery dstrategy, educational level, age, gender, and
smoking behavior. Results of the multiple regression analysis
are presented in Table 7. User experiences did not alter the
observed results.
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Table 7. Multiple regression analysis for future adherence (N=139).

Stanczyk et al

Predictor variable (Beta) Intention Recommendation
Trustworthiness -.145 -.093
Enjoyment -.057 -171
Active trust _.544b 4870
Design aesthetics -.128 -.158°
Condition -.053 -.010
SES -.156 -.032
Age -.086 .017
Gender -.061 -.028
Smoking dependency -.008 -.015
Cognitive processing .015 -.033
Time on the website .006 .075
R square .697 721

%P<.01.

bp<.05.

Intention-to-Treat Analysis

Theintention-to-treat analysisreveal ed no different resultswith
regard to sample characteristics. For both, message-processing
mechanisms and future adherence interaction effects between
delivery strategy and educational level were found to be
insignificant. Next, main effects of deivery strategy and
educational level were tested on message-processing
mechanisms and future adherence. We found a significant
difference between the two message methods only regarding
the concept of comprehension. Participantsin the text condition
showed a higher comprehension of the tailored messages
compared to people in the video condition (F(1,201)=4.34;
P=.04). However, theresults of thisanalysis should be carefully
interpreted since people staying less than 5 minutes on the
website could not possibly have read the advice in-depth.

Discussion

The first objective of the present study was to investigate
whether differences exist in message-processing mechanisms
according to delivery strategy and education level for a
computer-tailored smoking cessation intervention. Results
reveadled that delivery strategy did not interact with education
on message-processing mechanisms. This means that delivery
strategy had no influence on the processing of the message by
participants with different educational levels. Moreover, the
processing of the tailored information did not differ between
the two conditions. The idea that the processing of
computer-tailored information would depend on the delivery
strategy did not hold for this computer-tailored intervention.
This conclusion is in line with results found in a recent study
concerning physical activity, which demonstrated no differences
between video- and text-generated computer-tailored messages
[46]. One explanation for these findings may be the exposure
time of theintervention. Participants may have needed to follow
more than one session of the intervention in order to detect

http://www.jmir.org/2013/2/e28/

differences between the two delivery modes. Next, our findings
revealed that lower educated smokers paid more attention to
the tailored advice and seemed to process information more
deeply. As such, lower educated smokers seemed to be more
involved in the computer-tailored intervention than higher
educated smokers. The findings imply that the current
intervention session succeeded in approaching those smokers
in the general population who might profit the most from these
computer-tailored interventions. Our findings correspond with
those from a recent study that found that lower educated
participants were more likely to finish a module of a
computer-tailored lifestyle intervention [47]. We did not find
other differences between educational groups with respect to
the other message-processing mechanisms: comprehension,
self-reference, and appreciation, which is contrary to previous
research that did find higher appreciation rates of
computer-tailored advice among lower educated participants
[48].

The second objective of this study was to examine whether
differences exist in future adherence (intention to revisit,
recommend the website to others) with regard to delivery
strategy and education. The results revealed no interaction
between delivery strategy and education on the intention to
adhere; implying that a different delivery strategy did not
influence future adherence of lower and higher educated
smokers. Again, delivery strategy was found to have no
particular effect on future adherence. However, the results
demonstrated that lower educated smokers were more inclined
to revisit the website compared to higher educated smokers.
Although not significant, our findings revealed adlightly better
appreciation of the website by lower educated participants,
which may have contributed to the positive intention to revisit
the website. As already mentioned, thisisin line with findings
of aprevious study that lower educated participants were more
inclined to initiate a lifestyle program [47]. Additionally, our
lower educated participantswere dlightly lessmotivated (P<.11)
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to quit immediately, which also could explain a need for
continued help to prepare them to quit in the future. Although
lower educated smokerswere moreinclined to visit thewebsite
again, we could not find any educational differenceswith regard
to recommending the website to others. Asthe results indicate
that the “word of mouth™’ strategy might be not sufficient to
recruit participants for Internet interventions, other recruitment
strategies may also be needed such as recruitment through
genera practitioners [49]. A question raised by our results is
why delivery strategy did not influence message-processing
mechanisms and future adherence among different educational
groups. One explanation could be that we recruited personsvia
an Internet research agency, which may have more innovative
members that have already an open mind to Internet
interventions. It might be possible that for those people, delivery
mode did not differ that much. It is conceivable that delivery
mode preference might have been different if we had recruited
participants via other strategies, eg, newspaper advertisements.
Furthermore, it might be possible that participants were not
engaged by the design of the intervention components. Thetwo
conditions might have been presented in a more engaging way
with further images, graphics, hyperlinks, and other animation
effects. However, an important precondition for our
experimental design was that the information of the video
condition was contingent on the information provided by text
condition to reveal the added effect of presenting information
through a video format.

Our findings reveal that the tailored advice given was more
positively evaluated by lower educated smokers. This outcome
is in contrast with earlier studies indicating that web-based
programs may result in adigital divide between lower and higher
educated groups. Perhaps high Internet use among the Dutch
(over 90%) may explain these effects [37]. Moreover, since our
less educated smokers often show higher addiction rates, fewer
quit attempts, and more relapses[14,15], approaching them via
Internet may have added potential.
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Abstract

Background: Self-help strategiesoffer apromising way to address problemswith accessto and stigmaassociated with face-to-face
drug and alcohol treatment, and the Internet provides an excellent delivery mode for such strategies. To date, no study has tested
the effectiveness of afully self-guided web-based treatment for cannabis use and related problems.

Objectives. The current study was atwo-armed randomized controlled trial aimed at testing the effectiveness of Reduce Your
Use, a fully self-guided web-based treatment program for cannabis use disorder consisting of 6 modules based on cognitive,
motivational, and behavioral principles.

Methods: 225 individuals who wanted to cease or reduce their cannabis use were recruited using both online and offline
advertising methods and were randomly assigned to receive: (1) the web-based intervention, or (2) acontrol condition consisting
of 6 modules of web-based educational information on cannabis. Assessments of cannabis use, dependence symptoms, and abuse
symptoms were conducted through online questionnaires at baseline, and at 6-week and 3-month follow-ups. Two sets of data
analyses were undertaken—complier average causal effect (CACE) modeling and intention to treat (ITT).

Results:  Two thirds (149) of the participants completed the 6-week postintervention assessment, while 122 (54%) completed
the 3-month follow-up assessment. Participants in the intervention group completed an average of 3.5 of the 6 modules. The
CACE analysisrevealed that at 6 weeks, the experimental group reported significantly fewer days of cannabis use during the past
month (P=.02), significantly lower past-month quantity of cannabis use (P=.01), and significantly fewer symptoms of cannabis
abuse (P=.047) relative to controls. Cannabis dependence symptoms (number and severity) and past-month abstinence did not
differ significantly between groups (Ps>.05). Findings at 3 months were similar, except that the experimental group reported
significantly fewer and less severe cannabis dependence symptoms (Ps<.05), and past-month quantity of cannabis consumed no
longer differed significantly between groups (P=.16). ITT analysesyielded similar outcomes.

Conclusion: Findings suggest that web-based interventions may be an effective means of treating uncomplicated cannabis use
and related problems and reducing the public health burden of cannabis use disorders.

Trial registration: ACTRN12609000856213, Australian New Zealand Clinical Trials Registry.

(J Med Internet Res 2013;15(2):€26) doi:10.2196/jmir.2256
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marijuana; Internet intervention; computer-assisted therapy; addiction; randomized controlled trial
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Introduction

Cannabis is the most commonly used illicit drug in the
developed world—1.9 million Australians, for example, reported
using cannabis in 2010 [1]. Although once believed to be a
relatively harmless substance, it is now known that
approximately one out of 10 of those who ever use cannabis
meet DSM-1V criteria for cannabis dependence at some point
intime[2]. Heavy cannabis useis associated with poorer mental
and physical hedth, lower educational achievement, and
impoverished cognitive functioning [3]. In Australia, cannabis
use accounted for 10% of the health burden relating to all illicit
drug usein 2003, with only heroin and hepatitis C contributing
more[4]. Thisentailsagreater |oss of disability-adjusted healthy
life years than the loss attributed to suicide and self-inflicted
injuries related to substance use. Other developed countries,
such as the United States, have experienced similar rates of
cannabis use and related problems [5].

Unfortunately, most individuals meeting diagnostic criteriafor
a cannabis use disorder do not seek professional treatment [2].
This can occur for a variety of reasons. First, many cannabis
users are employed and unable to attend face-to-face sessions
during working hours. Second, residents of remote areas or
localities poorly serviced by public transport have difficulty
traveling to regular sessions. Third, face-to-face therapy is
economically burdensome and provision services frequently
cannot meet demand [6]. Finally, many people hesitate to seek
treatment due to concerns about confidentiality and being
stigmatized [7]. These issues underscore the vital need for
evidence-based trestmentsthat are highly accessible, financially
efficient, and have a high level of acceptability to consumers.

Internet-delivered treatments may assist in resolving these
issues, offering several advantages, including bridging the gap
between supply and demand for alcohol and drug therapists,
being potentially more cost effective than face-to-face treatment,
and having the ability to be accessed at most times and in most
locations. Increased privacy largely addresses the issue of
stigmatization. Additionally, where treatment is automated, it
is consistently delivered in itsintended manner [8].

Several computer programs and web-based interventions for
substance use have recently been devel oped and tested for their
efficacy. Thetreatments consist of components such as cognitive
behavioral therapy (CBT) [9], chat forums[10], and normative
feedback on substance use [11]. A recent meta-analysis of the
efficacy of computer-delivered treatments for tobacco and
alcohol use found that, overall, the treatments had a significant
effect [12]. A nonrandomized study by Budney et a involving
38 participants found that acomputerized intervention program
with therapist support yielded similar reductions in cannabis
use to a therapist-delivered intervention [13]. Tossmann et al
tested the effects of atherapist-assisted onlinetreatment program
for cannabis use in a randomized tria with high levels of
attrition, finding significant effects on cannabis use reductions
[14]. Sinadinovic et al found some evidence that an online brief
intervention program was superior to assessment-only in
assisting illicit drug users to reduce their substance use [15].
No previous study, however, has empirically tested the efficacy
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of afully self-guided web-based treatment for cannabisuse and
related problems.

Resear ch Objectives and Hypotheses

In response to the absence of evidence-based fully self-guided
online treatments for cannabis use, the authors developed the
online program, Reduce Your Use: How to Break the Cannabis
Habit [16]. The objective of the current study was to test the
effectiveness of the program in assisting individual swho wished
to reduce or stop their cannabis use. We hypothesized that at
6-week and 3-month follow-up assessments, relative to an
information-only control group, individuas who were
randomized to the intervention would report lower frequency
of cannabisuse (H1), lower quantity of cannabisuse (H2), lower
levels of cannabis dependence (H3), and fewer symptoms of
cannabis abuse (H4). We further hypothesized that the
intervention group would report higher rates of past-month
abstinence at both follow-up points (H5).

Methods

Participants

Our power calculation was based on a projected effect size of
d=0.45, as this was obtained for cannabis use frequency in the
face-to-face treatment on which the intervention was based [ 17].
Thisrequired atotal of 158 participants to achieve 80% power.
However, given that web-based studies are prone to higher
attrition rates than face-to-face treatments [ 18], we recruited a
larger number of participants (N=225). Participants were
recruited between April 2010 and May 2011.

Participants were primarily from Australia (64%); however,
Google advertising also attracted participants from the United
Kingdom (21%), the United States (10%), New Zealand (3%),
and other countries (2%). Study participants were adults who
wereat least 18 yearsold and were English and computer literate
in order to comply with study procedures. All participants had
used cannabis at | east once during the past month and expressed
a desire to stop or reduce their cannabis use. Those who had
received formal treatment for cannabis use or any other
substance use within the past 3 months were excluded from the
study, as were those who used another illicit drug weekly or
more frequently, or who reported having a mental illness that
would belikely to significantly interfere with their participation.
This information was obtained first by asking the participant if
they had any mental illnessthat would likely interfere with their
participation, then by asking them if a doctor had diagnosed
them with schizophrenia, schizoaffective disorder, or bi-polar
disorder. Participants who answered yes to either of these
guestions were excluded from participation.

Procedures

Ethical approval for this study was given by the University of
New South Wales (UNSW) Human Research Ethics Committee.
Approval was granted to recruit participants both within
Australiaand el sewhere. Recruitment for the study commenced
following in-house testing of the program, during which minor
modifications were made and bugs were fixed. Advertisements
seeking individualswho wished to reduce or quit their cannabis
useviaan online program were placed on the National Cannabis
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Prevention and Information Centre (NCPIC) website, online
forums, Google, university bulletin boards, in newspapers, and
at community health centers. NCPIC and UNSW effiliations
were displayed on all advertisements. Interested individuals
contacted the research team via email and were sent screening
and study information materials by return email.
Inclusion/exclusion criteria (aside from being 18 or older) were
not stated on the advertisement, nor specifically noted during
participant screening, to prevent individuals from providing
fase information in order to be eligible for the study.
Compensation for completing assessments was not noted inthe
study advertisement but was noted in the participant information
sheet, which participantsreceived after contacting usto indicate
their interest in the study.

Participants were informed that they would be randomly
assigned to receive 6 modules of CBT or 6 modules of
educational information. After responding to the screening
guestionsand prior to completing the baseline assessment, those
eligible for participation were randomly assigned by the first
author. Assignment occurred through the drawing of one of two
tokens from a box. The tokens were two different colours,
representing the two study conditions. The token was replaced
each timeit was drawn, and the box shaken after each drawing;
thus, the probability of allocation to either study condition was
always 50%.

http://www.jmir.org/2013/2/e26/
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All participantswere given ausername and password-protected
accessto their respective websites. Datawere stored on a secure
server and password-protected computer. Participants assigned
to the control condition were sent a link to an educational
resource relating to cannabis use. Upon clicking thislink, entry
to this website occurred via checking an informed consent box
and completion of the baseline assessment questionnaire.
Participants assigned to the experimental condition were
similarly sent alink to theintervention website, which contained
the baseline assessment questions prior to accessing the
remainder of the website. After this point, routine study
procedures were fully automated. No further contact was made
with participantsfor 6 weeks, at which point they were contacted
by an automatically generated email that requested completion
of follow-up data by returning to the website. Participants who
did not respond were sent up to 3 reminder emails on aweekly
basis. A researcher telephoned Australian participants who did
not respond to these email requests and asked them to log in to
the website and compl ete the assessment.

Three months post randomization, participants were contacted
in the same manner as described for the 6-week follow-up.
Participants completing each research assessment were given
agift voucher worth $30 AUD (Austraian participants) or $30
AUD via PayPal (participants from other countries). Those
assigned to the control condition were sent a link to the
intervention website at the conclusion of the study. Figure 1
shows a CONSORT [19] diagram describing participant flow.
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Figure 1. CONSORT diagram of participant flow.
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Interventions

The intervention website, Reduce Your Use: How to Break the
Cannabis Habit (Figure 2), is a newly developed intervention,
largely based on aface-to-face brief treatment previously found
to be effective for problematic cannabis use [17]. The
face-to-face treatment was informed by the principles of CBT
and motivational interviewing (M) and was specifically based
on previous cognitive-behavioral interventions with known
efficacy in managing substance use[20,21]. The web adaptation
was also informed by other web-based interventions targeting
substance use that used automated feedback [22]. The website
contains 6 core modules, which are undertaken sequentially at
intervals chosen by the participant. These are briefly summarized
in Appendix 1. Feedback on the participant’s progress is
available throughout the sequence viagraphing of cannabisuse
through the program and detailed feedback on changes in use

http://www.jmir.org/2013/2/e26/
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and related factors such as attitude toward cannabis, goal setting,
and weekly expenditure on cannabis. The website also features
a personalized folder for the participant, blogs from former
cannabis users, quick assist links, and weekly automatically
generated encouragement emails. Individual susing the website
have the option of reading its text or watching a video of an
actor speaking the text.

The control condition website contains information about
cannabis and consists of 6 sections, with content asfollows: (1)
What is cannabis? (2) Cannabis potency, (3) Cannabis and the
law, (4) Cannabisin theworkplace, (5) Cannabisand aggression,
and (6) Cannabis and driving. The information provided does
not contain any content aimed at building skills or changing
motivation or other aspects of thinking about cannabis, nor in
supporting actual behavior change attempts. Participants did
not need to read the sectionsin sequential order, and we did not
monitor the number of sections each participant read.
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Figure 2. Screenshot of the intervention.
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Outcome Evaluation and M easures

Trial outcomes were assessed 6 weeks and 3 months post
randomization. If participants completed 1 module per week as
recommended, the 6-week follow-up approximates ashort-term
posttreatment assessment. Participants may not have compl eted
all modules or completed them more quickly than in 6 weeks.
The reference period for all measures at all assessment points
was the past month. There was no blinding of participants, who
were thus aware that they had an equal probability of being
assigned to theintervention or the educational website. Outcome
data collection was automated, negating the need to blind
researchers.

Days of cannabis use over the past month and past-month
guantity of cannabis use were primary outcomes measures.
These were assessed using the Timeline Follow-Back method
(TFLB) [23], adapted to measure standard cannabis units
(SCUs), where a regular-sized joint or 3 cones equals 1 SCU
[24]. As well as the extensively validated frequency measure,
guantity estimatesfrom the TFLB have been found to bereliable
[25]. Although the TFLB is a somewhat complex measure,
previous research supports the validity of its use over the
Internet [26]. Other outcomes included past-month abstinence,
number and severity of past-month cannabis dependence
symptoms, and past-month number of cannabis abuse symptoms.
Cannabis dependence severity was measured using the Severity
of Dependence Scale (SDS) [27]. Number of cannabis
dependence and abuse symptoms were assessed using the

http://www.jmir.org/2013/2/e26/
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GAIN-I (Global Appraisal of Individual Needs - Initial) [28].
Participants also indicated the age at which they initiated
cannabis use and provided basic demographic information.

Participants in the intervention group completed questions
relating to their compliance and engagement with the program
during the 6-week assessment. These included 1-4 ratings for
the questions: “How closely did you follow the content of each
module?’ (1=not closely at all, 4 =very closely), and “ To what
extent did you carry out the website's skill-building tasks?’ (1
= did not do any of the tasks, 4 = did al of the tasks).
Participants also were asked how many of the 6 modules they
completed. In addition to providing information relating to
compliance, participants in the intervention group rated their
satisfaction with each module out of 10 and also compl eted the
Client Satisfaction Questionnaire (CSQ-7) [29]. Thisincluded
7 items relating to satisfaction with the program, eg, “How
would you rate the quality of the service you have received? To
what extent has our program met your needs?’ Itemswererated
on a 4-point scale, with higher ratings indicating higher
satisfaction. Each measure in the assessment was placed on a
single screen; thus, the number of items per page varied,
depending upon the measure.

Data Analysis

Statistical significance was defined as a two-tailed P value
below .05. Complier average causal effect (CACE) analysis,
performed using Mplus software [30], was employed for
continuous outcome measures. CACE contrasts study outcomes
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for treatment group participants who are classed as compliers
relative to participants in the control group who would have
complied had they been assigned to the treatment group (see
articles by Connell [31] and Jo et a [32] for a more detailed
explanation of how “would be” compliance in the control
condition is operationalized as a latent variable and for further
information on CACE procedures). Standard assumptionswere
met with regard to the use of CACE analysis in the current
study.

For our analyses, we defined a noncomplier as a participant
who completed only 1 module or less and/or indicated that they
did not follow the intervention at all closely, and/or failed to
complete any of the skill-building exercises, and/or failed to
complete at least some of the 6-week postintervention
assessment or at least some the 3-month foll ow-up assessment.
The rationale behind selecting a cut-off of 1 module was that
participantswho completed morethan 1 modul e returned to the
program at least once.

CACE has been recommended for use in RCTs, where
noncompliance and attrition are extremely common [18,31]. It
has also been argued that the notoriously high rate of attrition
associated with web-based intervention studies deems it
necessary to employ analyses that estimate the efficacy of the
intervention on individuals who actually useit [18]. Therefore,
CACE was considered appropriate as the primary analysis in
the current study. This decision was not made a priori; rather,
it was made dueto the observed level of missing data. A missing
values analysis showed that data were missing completely at

random (Little's MCAR test x* = 194.21, P=.66). The CACE
analysis addressed missing data by imputing missing values on
continuous variables. The procedure used for imputation was
PASW 17's Expectation Maximization (EM) imputation
procedure. Thisisamaximum likelihood approach that usesan
iterative algorithm to estimate the parameters of the complete
dataset [33].

In light of attrition from the study, conducting a traditional
intention-to-treat analysis (ITT) with postintervention and
follow-up data from all cases was not possible. Instead, EM
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without CACE is also reported as the primary ITT analysis.
This analysis employed between-groups repeated measures
ANOVAs.

Listwise deletion (excluding participants who did not complete
the rel evant assessment) and | ast-score-carried forward analyses
were aso conducted in order to test outcomes as
comprehensively as was feasible. These analyses were
conducted through between-groups repeated measures
ANOVAs. To avoid overcomplicating the results, outcomes of
these two analyses are not reported in detail. Rather, a brief
comparison of these findings and our primary analyses are
presented in the Results section. While
last-score-carried-forward analyses are often employed as a
primary analysisin RCTs, we decided against thisin the current
study in light of several recent studies indicating that the
technique can be vulnerable to bias where there are large
amounts of missing data and thus should be avoided [34-36].

All between-groups analyses were conducted with the outcome
variables adjusted for the baseline score. Other basdline variables
previously found to be associated with continued cannabis use
(age of cannabis useinitiation, gender, and age) [37] were aso
entered into analyses as covariates.

Group differences in past-month abstinence were assessed in
logistic regression models, performed on PASW 17 [38].
Additional analyses involved examining bivariate correlations
among adherence/satisfaction and outcome variables. These
also were conducted on PASW 17. Imputation was not used for
these data.

Reporting
The research is reported in accordance with the E-CONSORT
checklist [39] (see Appendix 2).

Results

Demographic characteristics and assessment data at baseline
are presented in Table 1. Randomization was successful, with
groups not differing significantly on any baseline variable.
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Table 1. Baseline means (SD) or percentage scores on participant demographics and cannabis-related variables (N=225).

Intervention Control df t X2 P
(n=119) (n=111)
Age 31.88(9.85) 30.18 (9.62) 224 133 19
Gender (male) 59.7% 63.2% 1 0.30 .58
Ageinitiation 16.31 (3.71) 16.22 (3.20) 224 0.20 .84
Frequency (days past 21.33(8.24) 20.76 (8.68) 224 0.49 .62
month)
Quantity (SCUS? past 79.28 (72.68) 70.66 (60.96) 224 0.99 .32
month)
spsP 13.97 (3.61) 13.78 (3.61) 224 0.37 71
GAIN-dependence 4.47 (1.57) 4.40 (1.65) 224 0.36 71
GAIN-abuse 2.61 (1.41) 243 (1.41) 224 0.96 .34

8SCUs = standard cannabis units.
bsps= Severity of Dependence Scale.

Sixty-six percent (149 of 225) of participants completed the
6-week postintervention assessment, while 51% (122 of 225)
completed the 3-month follow-up assessment. Five control
group participants were excluded from the study because they
reported receiving other professional trestment during the course
of the intervention. No participants in the experimenta group
reported receiving additional treatment. Completion rates did
not differ significantly between groups for either assessment

(Ps>.10). All but 2 participants who completed the 3-month
assessment also completed the 6-week assessment (ie, only 2
participants did not complete the postassessment but compl eted
the follow-up assessment). Table 2 shows outcomes for
cannabis-related variables at 6 weeks and 3 months with EM
imputation. Participantsin both conditions reported significant
change on all outcome variables after 6 weeks and maintained
significant change after 3 months.

Table 2. Cannabis-related variables across assessments (N=225; imputation is not used for the Abstinence variable).

Variable Intervention Control Intervention Control Intervention Control
Baseline Baseline 6 weeks 6 weeks 3 months 3 months
(n=111) (n=119) (n=76) (n=73) (n=64) (n=58)

Frequency (days ~ 21.33(8.24) 20.76 (8.68) 12.90 (8.47)2 14.87 (8.88)° 12.05 (8.99)2 14.11 (8.79)°

past month)

Quantity (SCUS ~ 79:28 70.66 39.78 46.16 36.65 39.25

past month) (72.68) (60.96) (44.97) (49.31)° (44.85) (39.20)°

spst 8.97 (3.61) 8.78 (3.61) 7.31(3.22)% 7.44 (3.56)° 5.70 (3.35) 6.82 (3.31)°

GAIN-dependence  4.47 (1.57) 4.40 (1.65) 3.09 (1.69)2 3.21 (1.60)° 253 (1.67) 3.10 (1.67)°

GAIN-gbuse 2,61 (1.41) 243(1.41) 1.60 (1.22)2 1.79 (1.37)° 1.24 (1.03)2 1.56 (1.24)°

Abstinence N/A N/A 9.3% 4.7% 12.4% 6.6%

aGignificantly different from intervention group baseline assessment (P<.001).

b Significantly different from control group baseline assessment (P<.001).
¢ SCUs = standard cannabis units.
dsps= Severity of Dependence Scale.

CACE Analyses With EM

A series of group comparisons employing CACE analyses,
controlling for the previously noted covariates, are reported in
Table 3. For the 6-week postassessment, therewere 61 compliers
and 68 noncompliers in the treatment group; for the 3-month
follow-up, there were 53 compliers and 76 noncompliersin the
treatment group. Hypothesis 1 predicted that at 6-week and
3-month follow-up assessments, participantsin theintervention

http://www.jmir.org/2013/2/e26/

group would report significantly lower cannabis use frequency
than would participants in the control group. This hypothesis
was supported, with between-group differences significantly
favoring the experimental group at both postintervention and
follow-up.

Hypothesis 2 predicted that at the 6-week and 3-month follow-up
assessments, participantsin theintervention group would report
a significantly lower quantity of cannabis use than would
participants in the control group. The hypothesis was partially
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supported, with results showing significantly lower numbers of
SCUs in the intervention group relative to the control group at
the 6-week postassessment. This effect was, however, reduced
somewhat by the 3-month follow-up, such that it no longer
reached statistical significance.

Hypothesis 3 predicted that at 6-week and 3-month follow-up
assessments, participantsin the intervention group would report
significantly lower levels of cannabis dependence than would
participants in the control group. Group differences were not
apparent after 6 weeks on either measure of cannabis

Rooke et d

dependence; however, significant differences did emerge for
both measures at the 3-month follow-up, providing support for
adlight delay in effects on cannabis dependence.

Hypothesis 4 predicted that at 6-week and 3-month follow-up
assessments, participantsin theintervention group would report
significantly fewer symptoms of cannabis abuse than would
participantsin the control group. This hypothesiswas supported,
with between-group differences on the GAIN abuse measure
significantly favoring the experimental group at both assessment
points.

Table 3. CACE analyses of cannabis outcome measures at 6-week and 3-month assessments (N=225; intervention group coded as 1, control group

coded as 2).

Variable B S P d2

6-weeks post
Smoking days 3.82 167 .02 0.38
SCUs 24.86 9.78 .01 0.34
SDS 043 0.73 .56 0.08
GAIN-dependence 0.12 0.42 .78 0.04
GAIN-abuse 0.60 0.30 .047 0.27

3-month follow-up
Smoking days 5.37 2.36 .02 0.31
scus 11.84 8.45 16 0.19
SDSE 237 0.84 .01 0.38
GAIN-dependence 0.99 0.50 047 0.27
GAIN-abuse 1.05 0.40 .01 0.35

%= Cohen'sd.
b SCUs = standard cannabis units.
€ SDS = severity of dependence scale.

ITT Analyses With EM

AnITT analysis employing between-groups repeated measures
ANOVAS and using EM imputation is reported in Table 4. Al
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significant outcomes found using CACE were replicated in
these analyses, with the exception of the analysis examining
cannabis abuse at the 6-week assessment, which marginally
missed statistical significance (P=.05).
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Table 4. ITT analyses with EM showing group X time interactions on cannabis outcome measures at 6-week and 3-month assessments (N=225;

intervention group coded as 1, control group coded as 2).

Variable F df P L
6-weeks post
Smoking days 512 220 .02 0.30
scud 6.31 220 .01 0.34
SDSE 0.50 220 49 0.10
GAIN-dependence 0.43 220 .51 0.09
GAIN-abuse 3.82 220 .05 0.26
3-month follow-up
Smoking days 5.88 220 .02 0.33
SCUs 3.49 220 .06 0.25
SDS 6.07 220 .01 0.33
GAIN-dependence 5.18 220 .02 0.31
GAIN-abuse 6.32 220 .01 0.34
&= Cohen’sd.
PSCUs = standard cannabis units.
CSDS = severity of dependence scale.
Process Analysis

Additional Analyses

Analysesusing listwise deletion and | ast-score-carried-forward
imputation were conducted as comparisons with the primary
analyses. Several significant findings obtained in the primary
analyses were replicated. The listwise deletion analyses found
significant group x time interactions favoring the experimental
group on smoking days at 6 weeks (F (144) = 4.45, P=.04),
SCUsat 6 weeks (F (142) =5.08, P=.03), and SDS at 3 months
(F (117) = 4.56, P=.04). Other outcomesfound to be significant
in the primary analyses nonsignificantly favored the
experimental group, with P values ranging from .05 to .17.
L ast-score-carried-forward anal yses showed significantly lower
SDS scores in the experimental group at 3 months (F (220) =
5.62, P=.02) and significantly lower cannabis abuse scores in
the experimental group at 3 months (F (220) = 5.32, P=.02).
Again, other outcomes found to be significant in the primary
analyses showed nonsignificantly better results for the
experimental group, with P values ranging from .08 to .15.

Past-M onth Abstinence

Thefinal study hypothesis predicted that at 6-week and 3-month
follow-up assessments, participants in the intervention group
would report significantly higher rates of past-month abstinence
than thosein the control group. At the 6-week post intervention
assessment, the intervention group had a higher rate of
abstinence (9.3%; 7/76) than did the control group (4.7%; 3/73),
though the numbers were small and the difference not
statistically significant (OR 2.53, P=.10). Likewise, at the
3-month follow-up, past-month abstinence was higher in the
intervention group (12.4%; 8/64) compared with the control
group (6.6%; 4 out of 58), with the difference missing the
conventional threshold of statistical significance (OR 2.50,
P=.06).

http://www.jmir.org/2013/2/e26/

Participants in the intervention group completed an average of
3.5 of the 6 modules. The percentage of participants who
completed only the first module or less was 17.3%. The
percentages of participants ceasing treatment after completing
Modules 2-6 were 27.2%, 11.1%, 6.2%, 9.9%, and 28.4%,
respectively. While we have reported participants’ self-reports
of number of modules completed, these were closely
corroborated by the program’s documentation of participant
logins (r=.87). Number of modules completed was only
significantly associated with one variable, reduction in
past-month cannabis smoking days at both 6 weeks (r=.25,
P=.04) and 3 months (r=.32, P=.01). Reported satisfaction with
the program was generally high, with the mean score on the
CSQ-7 being 3.41 (SD 0.64) out of apossible 4. Perhaps because
of this, CSQ-7 scoreswere not significantly associated with any
outcome variable (all Ps>.07). Out of a possible 10, modules
1-6 received mean (SD) satisfaction ratings of 7.10 (2.21), 6.95
(2.28), 7.33 (2.47), 7.00 (2.47), 7.38 (2.61), and 7.85 (2.61),
respectively.

Discussion

This study evaluated the effectiveness of the Reduce Your Use:
How to Break the Cannabis Habit program in afully automated
environment. We tested the hypotheses that at 6-week and
3-month follow-up assessments, relative to a an
information-only control group, participants who were
randomized to the intervention would report lower frequency
of cannabisuse (H1), lower quantity of cannabisuse (H2), lower
levels of cannabis dependence (H3), fewer symptoms of
cannabis abuse (H4), and higher rates of past-month abstinence
(H5).
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Thefirst hypothesiswas supported. Primary analyses conducted
in relation to cannabis use frequency revealed a significantly
lower number of past-month smoking days in the intervention
group, after controlling for pre-intervention smoking days.
Reductions in smoking days were substantial, with the
intervention group reducing from 21.33 smoking days per month
at baselineto 12.05 days at 3-month follow-up. This equatesto
a43.5% reduction in smoking days per month for the treatment
group. The control group reduced their smoking daysfrom 20.76
at baselineto 14.11 at follow-up, representing a 32.0% reduction
in smoking days. The outcome for the intervention group on
cannabis use frequency is comparable to outcomes of several
face-to-face treatments for cannabis at similar time points
[40-42].

Hypothesis 2 was supported in part. Results showed significantly
lower numbers of SCUs in the intervention group relative to
the control group at 6 weeks in each analysis. However, by 3
months, this effect had reduced to a nonsignificant level. The
intervention group reduced their past-month number of SCUs
from 79.28 at baseline to 36.65 at 3 months, which equates to
a 53.8% reduction in SCUs per month. The control group
reduced from 70.66 at baseline to 39.25 at follow-up, which
represents a 44.2% reduction in past-month SCUs.

Partial support was found for Hypothesis 3 regarding cannabis
dependence. Interestingly, the effect on cannabis dependence
symptoms appeared to be delayed, with both measures of
cannabis dependence showing a nonsignificant effect at the
6-week assessment and both showing a significant effect in
favor of the intervention group at 3 months in each analysis.
Thisfinding may suggest that the intervention has some effects
that endure or strengthen over time [43]. It is also consistent
with findings in face-to-face interventions, where concern over
use, as measured in the SDS, has along lag as participants take
the time to become more established in, and less concerned
about, their changed pattern of use [14]. However, a longer
follow-up period would be required to investigate these
possibilities.

Thefourth hypothesis, relating to cannabis abuse, was partially
supported, with the CACE analysis finding significant group
differences at each assessment point, but the ITT analysis not
reaching statistical significance at the 6-week analysis (P=.05).
Thetrend in the expected direction suggests insufficient power
may have affected the outcome of this analysis.

Thefinal hypothesis, regarding abstinence, was not supported.
Neither the post nor the follow-up assessment indicated
significantly higher levels of abstinence among theintervention
group relative to the control group. Rates of abstinence were
lower than in several other intervention studies for cannabis
[17,44,45], including the face-to-face intervention upon which
the program is based [17], which achieved 20.8% abstinencein
the intervention group at 3-month follow-up. This may in part
reflect theintervention’sfocus on quitting or reducing cannabis
use. It does, however, suggest that there is significant scope for
improving online cannabistreatmentsto build rates of abstinence
where that isthe desired goal .

Findings of thisstudy add to those of previous studies assessing
computer-delivered treatmentsfor cannabis, which have shown

http://www.jmir.org/2013/2/e26/
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that such treatments are valuable as an adjunct to in-person
therapy [13,14]. This study further demonstrates that fully
self-guided treatment delivered online can assist individualsto
reduce their cannabis use.

Strengthsand Limitations

Thisstudy has several important strengths. First, theintervention
was designed to be fully self-guided, thus requiring minimal
therapist input beyond theinitial design of the program. Second,
the program was able to reach awide audience, both nationally
and internationally. Third, continued operation and
dissemination of the program can be achieved at low cost.
Finally, this is an effectiveness study, designed to precisely
estimate effects that may be obtained in real-world use outside
of aresearch environment. These points engender confidence
that the program will have positive effectsasafreeand publicly
available cannabis treatment option. While rates of abstinence
were lower than those achieved by highly trained clinicians
using manualized interventionsin traditional treatment settings,
the significant reductions in the levels of cannabis use and
related harms suggest that this web-based intervention offers
great promise for reducing the public health burden of cannabis
use.

There are also some important limitations to note in relation to
the current study. First, the level of participant attrition was
quite high with regard to completion of the treatment program
as well as completion of assessments; however, high levels of
attrition are the rule rather than the exception in web-based
treatment studies. For example, online treatment programs have
reported program compl etion rates aslow as 0.5% and drop-out
rates as high as65% [ 18]. Finding ways of decreasing participant
attrition in web-based studies should be an imperative for future
related studies.

A second limitation is that the long-term effectiveness of the
treatment program cannot be known with a 3-month follow-up
period—future studies should contain provisions for longer
durations of follow-up assessment with and without booster
sessions. Similarly, findings on the effectiveness of this
intervention are entirely restricted to the self-guided study
context. It is possible that facilitation of uptake of such
interventions may enhance their effectiveness. An additional
limitation is that the study relied solely on self-report data for
all outcome measures. With regard to our cannabis use outcome
measures, however, there waslittle that could be doneto rectify
thisasurinalysiswasnot possiblein light of participation being
open to individuals around Australia and elsewhere. Saliva
analysis was not feasible due to funding and time constraints
and is of questionable validity in the context of the current study.
Finally, tobacco smoking was not taken into consideration as a
factor that could influence successin reducing cannabis use and
maintaining reductions. Future research would benefit from
gauging the level of influence tobacco use exerts on cannabis
use outcomes.

Implications and Future Directions

Findings of the current study provide support for further
investigation of web-based treatment for cannabis use and
related problems. Should these evaluations yield positive
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outcomes, the availability of web-based treatment for cannabis
use could lead to valuable and tangible devel opmentsin service
delivery and treatment uptake. These could include an ease on
the public health burden of cannabis use disorders, reductions
in treatment waitlists, and increased uptake of treatment dueto
the high acceptability of online treatments to many users.

Whilethere are many important areas of investigation for future
studies, treatment adherence and retention are worthy of
prominent consideration. In the current study, the average
number of modules completed was 3.5 out of 6 and theretention
rate at follow-up was 53%. This is lower than the average
number completed in the face-to-face study upon which the
current study is based (4.2 out of 6 modules), as well as the
follow-up retention rate of 74%. There was some evidence of
arelationship between adherence and treatment outcome, where
number of modules completed did correlate with reduced
frequency of use. Noncompletion of treatment in web-based
studies is extremely common, and recent work suggests that
additionsto web-based intervention studies, such as brief weekly
telephone check-ins[46] and use of incentives[47], can increase
engagement with treatment as well as assessment completion
rates. Future research on web-based studies addressing cannabis
use could test whether additions such as these help to promote
engagement and to reduce drop-out. Such methods may also
lead to enhanced treatment outcomes. Increasing treatment
satisfaction is another possible means of increasing treatment
adherence. In the current study, satisfaction with theintervention
was generally high as measured by the CSQ-7 and participant
ratings of module quality. All modules received a rating of at
least 7/10, with the exception of Module 2, which addressed
coping with cravings and withdrawal symptoms. Thisisanother
areain which future web-based interventions could beimproved.
For example, the module included little information on sleep
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problems, which one study recently found was the primary
symptom associated with cannabis withdrawal [48].

There are few similar web-based interventions targeting
substance use. In the alcohoal field, Down Your Drink targeted
anyone considering their drinking and did not require adecision
to change to have been made prior to participation in the trial
[49]. In contrast, an intervention known as MinderDrinken
recruited help-seekers who had already made a decision to
change[50]. Findingsfrom the eval uation studieswere positive
for thelatter study and negative for the former, with similarities
in the content of the interventions themselves. Thus, it should
be taken into consideration that findings of the current study
may differ if the intervention program were to be used by
non-hel p-seeking cannabis users. Future studies could examine
whether online cannabisintervention programs have asignificant
impact on non-treatment-seekers.

Other important issuesfor future research include investigations
of longer term effects of treatment, examining the effects of
adaptations to suit varying demographics and cultures, and
exploring the feasibility and impact of combining web-based
treatment with face-to-face therapy.

Conclusions

Web-based treatments for substance use disorders are becoming
increasingly available; however, up to this point, no completely
self-guided web-based cannabis treatment has been tested in a
randomized controlled trial. Outcomes of the current study
suggest that Reduce Your Use holds promise in assisting
individuals who wish to quit or reduce their cannabis use and
also point to possible means of improving outcomes of
web-based interventions for cannabis and other substance use
disorders.
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Abstract

Background: The application of information and communication technologies in nursing care is becoming more widespread,
but few applications have been reported in neonatal care. A close monitoring of newborns within the first weeks of lifeiscrucia
to evaluating correct feeding, growth, and health status. Conventional hospital-based postdischarge monitoring could beimproved
in terms of costs and clinical effectiveness by using a telemedicine approach.

Objective: To evaluate the cost-effectiveness of a new Internet-based system for monitoring low-risk newborns after discharge
compared to the standard hospital-based follow-up, with specific attention to prevention of emergency department (ED) visitsin
the first month of life.

Methods: We performed a retrospective cohort study of two low-risk newborn patient groups. One group, born between January
1, 2011, and June 30, 2011, received the standard hospital -based follow-up visit within 48 hours after discharge. After implementing
an Internet-based monitoring system, another group, born between July 19, 2011, and January 19, 2012, received their follow-up
with this system.

Results: A total of 18 (15.8%) out of 114 newborns who received the standard hospital-based follow-up had an ED visit in the
first month of life compared with 5 (5.6%; P=.026) out of 90 infants who were monitored by the I nternet-based system. The cost
of the hospital-based follow-up was 182.1€ per patient, compared with 86.1€ for the Internet-based follow-up.

Conclusion: Our Internet-based monitoring approach proved to be both more effective and less costly than the conventional
hospital-based follow-up, particularly through reducing subsequent ED visits.

(J Med Internet Res 2013;15(2):€38) doi:10.2196/jmir.2361

KEYWORDS
Telemedicine; telenursing; Internet; neonatol ogy; cost-effectiveness

: through the avoidance of unplanned hospital-based services. In
Introduction this context, telemedicine is progressively becoming more
The economic policies of Western countries are increasingly ~ Widely usedasavaluabletechniquefor delivering nursing care,
pushing toward reductions in health care costs, especialy particularly in a patient’s home, due to its capacity to provide
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efficient, long-distance service. Besides reducing the costs and
problems related to patients’ need to travel to health facilities,
telemedicine enhances patients’ involvement in their own care
and reinforces the nurse-patient relationship [1].

One nursing care area in which telemedicine applications are
till little seen is neonatology. Monitoring newbornsin thefirst
weeks of life is critical for assessing adequate feeding and
weight gain and identifying alterations such as
hyperbilirubinemia [2]. Since postpartum hospitalization has
been gradually shortening in length over the past years, there
is more chance of newborns parents/caregivers faling to
recognize conditions requiring intervention, such as jaundice,
dehydration, cardiac lesions, and serious infections [3-5].
Moreover, shorter hospital staysleavelesstimefor the parental
education and training that traditionally follow a baby’s birth
[2]. This problem may be aggravated by an inconsistent or
poorly scheduled follow-up after hospital discharge. In fact,
some recent data suggest that postdischarge care for newborns
may actually have worsened [6,7]. One major consequence of
this is unplanned use of health care services, including
emergency department (ED) visits and hospital readmissions.

Therefore, it would be of great use to have a support tool that
would provide a continuum of care during the first weeks of a
newborn’slife after going home[8]. Such atool would facilitate
contact and i nformation-sharing between parents and specialized
nurses, thereby enhancing parents confidence and their
involvement in their baby’s care [9,10]. It would also be
cost-effective, asit would relieve the pressure on the health care
system caused by unplanned hospital-based care.

Figure 1. “Babiesat home” home page screenshot.
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The aim of this study was to implement and evaluate an
innovative postdischarge monitoring strategy for newborn
patients involving a new Internet-based support system. This
telemedicine tool (called “Babies at home”) includes a web
application that provides educational information about neonatal
care to new parents, as well as baby monitoring via a
guestionnaire that parents fill in periodically and an email
service that offers easy communication between parents and
NUrses.

To assess the effectiveness and financial viability of this new
neonatal tel emedicine service, a cost-effectiveness analysiswas
carried out by comparing this tool with the traditional
hospital-based postdischarge follow-up. We hypothesized that
an Internet-based support system for monitoring newborn
patients after discharge from nursery would improve care, be
well accepted by parents, and reduce unplanned health care,
particularly ED visits.

Methods

The “Babies at home” web monitoring system (see Figure 1
and Multimedia Appendix 1 for trandlation to English) was
designed, put into clinical service, and evaluated in a
collaborative study involving the Neonatal Care Department of
the Hospital de la Santa Creu i Sant Pau (HSP) of Barcelona
and the Biophysics and Bioengineering Unit of the University
of Barcelona. It has been in clinical use since July 2011 [11].
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Study Population

We conducted a retrospective cohort study on newborn patients
born between January 1, 2011, and January 19, 2012, in the
HSP delivery rooms. Patients included in the study were
consecutive low-risk newborns, specifically (1) late preterm
newborns, born between 35 and 37 weeks of gestation, (2)
babi es weighing between 2200g and 2500g, (3) babiesweighing
between 2500g and 3000g who were the first children and
received only breastfeeding, (4) babies weighing over 3000g
who were the first children and/or received only breastfeeding
and suffered aweight reduction of over 7% after birth, and (5)
babies whose home was more than 40 km away from the
hospital. Parents who were unable to communicate in written
Spanish or Catalan or had no Internet access at home were
excluded from the study.

Our study was based on a before/after design, which included
one group of patients from before the implementation of the
I nternet-based follow-up and ancther from afterward. One group
of babies (control group), born between January 1 and June 30,
2011, received the standard hospital postdischarge follow-up,
which consisted of a hospital visit within 48 hours of the
newborn’s discharge. The other group (intervention group),
born between July 19, 2011, and January 19, 2012, was
monitored by the new Internet-based tool.

Internet-Based Monitoring System “Babies at home”

We developed the Internet-based monitoring tool “Babies at
home” asadynamic server-side website based on PHP language
and MySQL database on a Linux/Apache server. All the
development phases, from the structural design to the content
formulation, evolved in close collaboration with the
medical/nursing staff. The application comprises three main
aress.

1. Free-access Area: open platform whereall parents can find
extensive high-quality information about baby care and
useful links to breastfeeding and neonata nursing
association websites (see Multimedia Appendix 2).

2. Parents Area: restricted areawhere only registered parents
can access after authentication (see Multimedia Appendix
3). They are asked to answer twice aweek a questionnaire
from the neonatal nurses about the baby’s conditions
(weight, feeding, sleeping, body temperature, skin color,
etc.), thereby covering the essential topics that nurses
usually assess during hospital visits. All data are sent to a
MySQL relational database stored in the secure environment
of the hospital server. Parents have visual feedback of their
baby’s weight trend, plotted and continuously updated on
the basis of the answers on the periodic questionnaires.
Another important featureisthe option of exchanging email
messages with the nurses, making it possibleto raise doubts
and answer questions about baby care.

3. Staff Area: by logging in, neonatal nursesand pediatricians
can access their special area, where they can monitor
parents’ answers to the questionnaires retrieved from the
database, shown in dynamic Flash charts (see Multimedia
Appendix 4). After evaluating the baby’s data, nurses can
write a message directly from the website to the parentsto
provide advice and comments about the newborn’s care.

http://www.jmir.org/2013/2/e38/
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Oncethe patients' eligibility was established, the parents of the
children participating in the study signed an informed consent
formincluding aprivacy protection statement, which waswritten
with the endorsement of the hospital regulatory department.
Before leaving the hospital, the latter were taught how to use
the website and supplied with appropriate information, both
general and specific, about baby care and al so reassured about
their capacity and commitment to take care of their baby at
home. The neonatal nursing staff was in charge of both this
initial training and the monitoring of the baby, undertaken by
periodicaly checking parents answers to the online
guestionnaire. In the event of any discrepancy in any parameter,
nurses were able to contact the family by email or phone to
check the newborn’s conditions and address any possible
problemsin asuitable manner. Parentswere also ableto directly
contact the nursing staff by email to ask questions and clarify
any doubts about neonatal care. The baby’s condition continued
to be monitored until they achieved an appropriate weight and
condition. At the end of the monitoring period, the parentswere
kindly invited to answer a final online survey to assess their
level of satisfaction with the web service (see Multimedia
Appendix 5). The survey consisted of 9 statements about the
usefulness of the website contents and functions, and the
possible answers were distributed on a Likert scale from O (“I
strongly disagree”) to 5 (“1 strongly agree”).

Outcomes

The main goal of our evaluation study was to assess the
effectiveness of the new postdischarge | nternet-based monitoring
tool, which was evaluated in terms of the ED service used by
the study population in the first month after discharge, before
and after the implementation of the Internet-based follow-up.
To thisend, the parents were asked to preferentially use the ED
of our hospital if an emergency visit wasrequired and to report
any visit to another ED. Accordingly, we performed a
cost-effectiveness analysis from a social perspective. Our main
outcome measures were (1) the follow-up cost per patient, (2)
the rate of newbornswho did not require an ED visit in thefirst
month after birth, either because they did not need it or because
the nursing support received via the Internet-based monitoring
alowed them to avoid it, and (3) the incremental
cost-effectivenessratio (ICER) of the Internet-based follow-up
compared to usual care. Another outcome of interest was the
rate of ED visits. The ICER is commonly used in health
economics and is a standard measure for cost-effectiveness
analysis[12]. It represents ameasure of the additional cost per
unit of health gain, which in our case is one ED visit required
by a newborn within the first month of life. The ICER is
computed as follows: ICER=(C,-C,,p)/(E,e-Enp), Where Ciris
the cost of the Internet-based follow-up strategy, Cr isthe cost
of the hospital-based follow-up strategy, E,r isthe effectiveness
of the Internet-based follow-up strategy and E. is the
effectiveness of the hospital-based follow-up strategy. The
effectiveness values were measured in terms of the avoidance
of hospital-based care services.

Cost M easurements

We considered both direct and indirect costs for the
cost-effectivenessanalysis (Table 1). Immaterial costswere not
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taken into account. Direct health costs were associated with the
use of health care resources and were classified as ED visits,
hospital visits, and nursing personnel costs related to the web
monitoring. Information about the costs of ED and hospital
visits and the nurses hourly salary were provided by the
administrative department of the hospital (which participates
in the Catalonian Public Health Service). The average time
taken to train newborns families before leaving the hospital
(20 minutes per family) and to perform the monitoring with the
Internet-based tool (5 minutes per baby per day) was determined
through interviews with the nursing staff in charge of it. Direct
nonhealth costs corresponded to the travel expenses incurred
by newborns' families to go to the hospital for ED or hospital
visits. We also took into account indirect costs, such as
opportunity costs related to parents’ missed work time due to

Isettaet a

those visits. We considered that just one parent came to the
hospital with the child. The most frequent transportation mode
for parentsto cometo the hospital for avisit (in the city center)
was by car or taxi. Average transport costs were estimated,
considering that the study population lived within the Barcelona
district. These travel costs were calculated as an average
between the taxi fare paid by afamily living near the hospital
(5-10€ approximately) and one paid ride from the city
surroundings (45-50€ approximately). The cost of work time
missed by the parentsdueto ED or hospital visitswas calcul ated
considering the average annual wagein Spain [13] and aregular
weekly work time of 40 hours. We estimated an average of 3
hours lost for an ambulatory visit and 5 hours for an ED visit,
considering the total sum of waiting, visit, and travel times.

Table 1. Direct and indirect costs included in the analysis (cost sources and ranges considered in the study are indicated).

Cost, € Range, % Source

Direct Health Costs

ED visit 127.2 +75 HSP

Hospital visit 85.4 +75 HSP

Nurse's hourly salary 33.0 +75 HSP
Direct Nonhealth Costs

Transport to hospital 30.0 +75 Assumption
Indirect Costs

Missed work hour 15.0 +75 Assumption

Statistical Analysis

Comparison of ED visit rates between patients who were
monitored by the Internet-based system and those who received
the standard hospital -based follow-up was made using Fisher’'s
exact test.

Results

Study Groups

From January 1, 2011, to January 19, 2012, 931 newbornswere
discharged from the HSP nursery. Of these, 230 met the criteria
to be included in the study. The study population was divided
into two groups. (1) the postdischarge follow-up for 114
newborns consisted of a hospital visit within the 48 hours after
discharge from January 1 to June 31, 2011 (control group), and
(2) for 116 infants this was performed using the Internet-based
system “Babies at home” from July 19, 2011, to January 19,
2012 (intervention group). Out of 116 familiesincluded in the

http://www.jmir.org/2013/2/e38/

program, 90 (77.6%) participated actively until the end of their
newborns monitoring period and they were considered for the
study. While each newborn from the control group received the
standard hospital-based follow-up, in the intervention group,
32 infants needed a hospital visit due to neonatal or maternal
pathology or because the nursing staff in charge of the
Internet-based monitoring considered it appropriate.

Internet-Based Monitoring System and Parents
Satisfaction

Nursing staff received 382 answers to the online questionnaire
(an average of 4.7 answers per patient) and 90 email
consultations from parents (an average of 1 email per patient).
Forty-eight percent of parents (N=43) answered the fina
satisfaction survey. Globally, they professed to be generaly
satisfied with the web service, showing alevel of agreement of
4.3+ 0.9 (mean £ SD) to thefirst satisfaction survey statement,
equivalent to an overal positive evaluation of the helpfulness
of the “Babies at home” website (Table 2).
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Table 2. Results of patients' satisfaction survey (mean + SD) where 0 means “| strongly disagree” and 5 means “| strongly agree”.

Survey statement

Answer (mean * SD)

1. In general the Web service “Babies at home" was helpful.

2. The available information helped me take care of the baby.

3. Theinformation available on the website could clarify my doubts.
4. The email service with nurses available on the website was useful.
5. The files and recommended links were useful.

6. The nurse's answers to my questions were useful.

7. The use of the website avoided visits to the primary care center.

8. The use of the website avoided visits to the emergency department.

9. | would recommend this website.

43+09
43+08
41+09
46+0.9
40+£10
47+09
31 (yes) — 72%
16 (yes) —37%
41 (yes) — 95%

ED Visits

According to the instructions given to parents, our ED was the
only one visited during the study. Eighteen (15.8%) of the 114
newborns who received the standard hospital-based follow-up
returned to the hospital’s ED in the first month after birth
compared with 5 (5.6%) of the group monitored by the
I nternet-based tool (P=.026).

Cost-Effectiveness Analysis

Considering the first month after discharge, 94.4% of the
patients who received the Internet-based follow-up had no ED
visits, compared with 84.2% of the control group patients. Our
analysis revealed that the cost of the Internet-based follow-up
per patient was 86.1€, while the hospital-based follow-up cost
per patient was 182.1€ (Table 3). Therefore, the Internet-based
follow-up strategy is said to be dominant becauseit is both less
costly and more effective. The ICER of the Internet-based
follow-up strategy compared with the standard hospital visit
was -941.2€, which implies that society will save 941.2€ for
every additional infant who does not have an ED visit in the
first month of life.

The programming costs of the Internet-based tool corresponded
to 1.5 person/month, ie, 7,500€ in a programmer’s salary,
including all taxes. Since the hospital aready had the required
computer and communication equipment, including a secure
server, we only considered the cost of the programmer’s salary
for the tool development. With a savings of 96.0€ per patient
follow-up, the Internet-based tool programming recovered its
cost after 79 patients follow-up—a figure that was attained
within 6 months of the implementation of the new monitoring

strategy.

One-way sensitivity analyses for ED visit cost, hospital visit
cost, nurses hourly salary, cost of familiestravelling to hospital
and parents’ missed work time reveal ed, within aplausiblerange
of selection (£75%), that the Internet-based follow-up was still
superior to the standard hospital-based follow-up. The tornado
diagram in Figure 2 shows the impact of each cost parameters
on ICER.

Varying the cost values simultaneously in two different cost
scenarios, the Internet-based strategy was still dominant in
comparison to the standard one (Table 4).

Table 3. Costs per infant and ICER of Internet-based follow-up for prevention of ED visitsin the first month of life.

Strategy Cost Incremental cost Effectiveness Incrementd effective- ICER
ness

Internet-based follow-up 86.1€ 96.0€ 0.944 -0.102 -041.2¢€

Hospital Visit 182.1€ 0.842
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Figure 2. Tornado diagram showing the impact of cost parameters on ICER.

Hospital visit

Missed work hour

Transport to hospital

m+75%
Nurse's hourly salary W-75%
ED visit
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-1340 -1340  -1240 -1140 -1040 -840 -740 -640 -540
ICER (€)
Table 4. Sensitivity analyses for two additional cost scenarios.
Costs (€) Scenario +75% Base case Scenario -75%
Hospital visit 149.5 85.4 374
Missed work hour 26.3 15.0 6.6
Transport to hospital 52.5 30.0 13.1
Nurse's hourly salary 57.8 33.0 144
ED visit cost 222.6 127.2 55.7
Cost per patient 150.7-318.6 88.1-182.1 37.7-79.7
ICER -1646.3 —-941.2 —411.6
: : were crucial to the development of the application, the trainin
Discussion i pment ot the app 9
required by nurses and parents is minimal. Concerns about
Main Results security and data confidentiality have been minimized, as this

To our knowledge, this study is the first financial viability
assessment of a telemedicine intervention in the neonatal
postdischarge home care field. The results of the
cost-eff ectiveness assessment provide support to theintroduction
of telemedicine services into routine clinical practice [14].
Specifically, the use of an Internet-based follow-up system to
monitor low-risk newbornsin thefirst month of lifeisboth less
costly and more effective than the usual hospital-based
follow-up. This new monitoring approach resulted in a
significant reduction in the subsequent use of hospital-based
resources, such as ED visits, after discharge and ahigh level of
parental satisfactionwith the service. Thisreductionin ED visits
can be considered not only a clear cost reduction for the health
care provider but also an improvement in the newborn’sclinical
outcome after early discharge [15].

Besides providing high-quality educational contents about
neonatal careto parents, “Babies at home” offers nursing staff
a valuable and easy procedure for the home monitoring of
newborns, as well as fast long-distance communication with
families. An interactive website is a very convenient method,
dueto thewide availability of Internet-connected devicesamong
health care consumers, especialy in the homes of young
families. Moreover, since usability and structural simplicity

http://www.jmir.org/2013/2/e38/
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application was easily incorporated into the secure environment
of the hospital server, in compliance with all the applicablelegal
regulations.

Other Outcomes

Our analysis focused on assessing the clinical effectiveness of
our Internet-based monitoring approach during the first month
of the newborn’slife. Extending the assessed period to 2 months
after birth, whichisconsidered apostnatal phase, we found that
29 infants (25.4%) who received the standard hospital-based
follow-up had an ED visit, compared with 7 (7.8%) of those
monitored by the new Internet-based system (P=.0014). Since
the Internet-based monitoring period was generally no longer
than 1 month, we may conclude that our approach also had a
positive impact on families education and empowerment with
respect to their babies' daily care and that thistrandated into a
more pronounced decrease in the use of the ED.

Furthermore, this enhancement of parental education also had
a positive effect on the continuance of breastfeeding, which is
essential for babies' health and growth [16]. It has been widely
demonstrated that the breastfeeding rate generally decreases by
10-20% within the first month of a baby’s discharge [17,18].
Remarkably, the mothers included in the “Babies at home”
program maintai ned the same breastfeeding rate after 1 month
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as at discharge (60%), with no reduction at all. This successin
avoiding a decrease in breastfeeding could be attributed both
to the access the mothers had to the informative and educational
items available on the website and to the fluid contact with
nurses during the monitoring period.

Comparison With Previous Studies

In the last decade, the telemedicine concept has been expanded
to nursing care because of its capacity to provide efficient
long-distance health care. M ost nurses recognize the contribution
that information and communication technology, particularly
the Internet, can make to both their practice and patients
understanding of their own health and care [19]. There are
several examples of telenursing applications in the literature.
Internet-based tools for chronic disease management, such as
dyspnea in COPD patients [20], for educational intervention,
such as Web-assisted tobacco control [21], or to support
nurse-led triaging [22], are recent examples of successful
telenursing applications using the Web.

Inthe neonatal carefield, severa telemedicine applications have
been previously developed, particularly to bring rea-time
diagnoses to neonatal facilities without in-house trained
specidists. Theseinclude the remote evaluation of digital images
for retinopathy in prematurity screening [23,24], interventions
for deaf or hard-of-hearing infants [25], the long-distance
interpretation of echocardiograms [26], and neonatal
teleconsultationsin general [27].

Nevertheless, very few researchers have developed
Internet-based tools for supporting familiesin the care of their
newborns during the first days of life. One study described a
program in which nurses provided updates to family members
of Neonatal Intensive Care Unit (NICU) patients on the Internet
[28]. The authors reported significant improvements in family
satisfaction with NICU in thein-patient care of babieswith very
low birth weights and pointed out the need to extend this service
to the postdischarge period. In another study, parents viewed
real-time video images of their hospitalized newborns via an
Internet browser or 3G cell phone[29]. Although no significant
impact was found in terms of newborns' length of hospital stay,
this virtual visiting was well accepted by families, suggesting
the advisability of evaluating itsroleinimproving postdischarge
transition care.

Other Potential Clinical Applications

Thanks to its simplicity and versatility, our Internet-based
neonatal monitoring system could be easily adapted to awider
range of application. First, its application could be useful in
devel oping countries, where remote and poor placesneed simple
and cheap technological interventions to give access to
beneficial health servicesto those most in need [30]. Also, our
tool could be effectively integrated into programs of neonatal
postdi scharge home assi stance, which providein-home support
from clinical nursing specialists after infants' discharge [31]
but are hampered by clinical and geographical constraints that
render this service inaccessible to many families that could
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otherwise benefit from it. An Internet-based monitoring tool
could effectively overcome such limitations and give more
families access to such programs.

Limitations

This was a retrospective study. Our Internet-based follow-up
system was implemented as a possibly more efficient and
cheaper monitoring strategy. The markedly improved efficiency
of our new system was evident right from the start. Treating
some patientswith an efficient system, while randomizing others
to an inefficient system, precluded any randomized controlled
trial. Moreover, it waslogistically impossible within the hospital
guidelines and policies to run both postdischarge systems
simultaneously.

It should be pointed out that the control and intervention groups
were analyzed in two different periods of the year. However,
the rate of ED visits should have not been affected by any
seasonal bias taking into account that each of the two time
windows (January-July and August-January) shared the same
number of winter months. Actually, the main season-related
causes of ED visitsand hospitalizationsin infants up to 1-month
old are viral infections, such as respiratory syncytial and flu
[32], which exhibit awell-known incidence distributed through
the winter months [33].

One advantage of our study was the use of real data of clinical
costs and effectiveness in terms of ED use. It is worth noting
that, although these cost values were measured for a public
university hospital in abig Spanish city, Barcelona, the positive
results obtained in this study could easily be translated to other
public or private health systems providing postnatal care, taking
into account the results of the sensitivity analyses confirming
the cost-effectiveness of the new telemedicine strategy in
different cost scenarios.

Future Directions

“Babies at home” can be gradually expanded and optimized.
To facilitate the assessment of some clinical parameters, such
asanewborn’sskin color, navel care, and correct breastfeeding,
the web tool can be incorporated into a parent-nurse
videoconference communication system. Also, the tool can be
completely integrated into the hospital EHR system, so that the
nursing staff in charge of web monitoring can easily accessthe
patient’s record, which would be automatically updated with
the main clinical events and issues assessed during the
telemonitoring.

Conclusion

Using the rate of ED visits and the costs for society, the cost of
the Internet-based follow-up was shown to be much lower than
that of the conventional hospital-based follow-up. Additionally,
ED visitsin the first month of patients’ life decreased with the
use of the Internet-based monitoring system. Thistelemedicine
follow-up strategy proved absolute dominance (both more
clinically effective and less costly) over the standard follow-up
based on hospital visits.
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Abstract

Background: Patient empowerment reflects the ability of patients to positively influence their health and health behavior such
asphysical activity. Whileinteractive Web-based interventions are increasingly used in various chronic disease settings to enhance
empowerment and physical activity, such interventions are still uncommon for cancer survivors.

Objective: The objective of this study wasto systematically review the literature regarding interactive Web-based interventions.
We focused on interventions aimed at increasing patient empowerment and physical activity for various chronic conditions, and
explored their possible relevance for cancer survivors.

Methods: Searcheswere performed in PubMed, Embase, and Scopusto identify peer-reviewed papers reporting on randomized
controlled trials that studied the effects of Web-based interventions. These interventions were devel oped for adults with diabetes,
cardiovascular disease, chronic obstructive pulmonary disease, heart failure, or cancer. Intervention characteristics, effects on
patient empowerment and physical activity, information on barriers to and facilitators of intervention use, users’ experiences,
and methodological quality were assessed. Results were summarized in a qualitative way. We used the recommendations of the
Ingtitute of Medicine (IOM) regarding cancer survivorship care to explore the relevance of the interventionsfor cancer survivors.

Results: Weincluded 19 papers reporting on trials with 18 unique studies. Significant, positive effects on patient empowerment
werereported by 4 studies and 2 studies reported positive effects on physical activity. The remaining studiesyielded mixed results
or no significant group differencesin these outcomes (ie, no change or improvement for all groups). Although the content, duration,
and frequency of interventions varied considerably across studies, commonly used elements included education, self-monitoring,
feedback/tailored information, self-management training, personal exercise program, and communication (eg, chat, email) with
either health care providers or patients. Limited information was found on barriers, facilitators, and users experiences.
Methodological quality varied, with 13 studies being of moderate quality. The reported Web-based i ntervention elements appeared
to be highly relevant to address the specific needs of cancer survivors as indicated by the IOM.

Conclusions: We identified 7 common elements of interactive, Web-based interventions in chronic disease settings that could
possibly be translated into eHealth recommendations for cancer survivors. While further work is needed to determine optimal
intervention characteristics, the work performed in other chronic disease settings provides a basis for the design of an interactive
eHealth approach to improve patient empowerment and physical activity in cancer survivors. This may subsequently improve
their health status and quality of life and reduce their need for supportive care.

(J Med Internet Res 2013;15(2):€37) doi:10.2196/jmir.2281
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Introduction

Due to improvements in cancer screening and treatment, the
number of people living with cancer or that have been
successfully treated for cancer isincreasing rapidly [1]. Those
people are often referred to as cancer survivors, and in the
Netherlandsthis population is expected to increase from 419,000
in 2009 to 660,000 in 2020 [2]. Cancer survivors are
increasingly approached as individuals with a chronic disease,
with either on-going or intermittent impact on their health status
and quality of life. Therefore, many of them need supportive
and rehabilitative services to aleviate side effects of treatment
and to cope with psychosocial problems such asfear of disease
recurrence or with physical health problems such as a painful
arm after breast cancer surgery. Furthermore, these services can
be used for health promotion [3,4]. To minimize the time and
costs involved with the need for such supportive care services
in response to the raising number of cancer survivors, it may
be useful to enhance patient empowerment.

Patient empowerment can contribute to control over patients
health and health behavior. It isfrequently described as having
knowledge about one's health, and being able and motivated to
influence one’s health [5]. It refers to well-informed patients
taking responsibility for their own health, to as great an extent
as possible, and the expected benefits of improved quality of
life[6]. It isexpected that increasing patient empowerment will
result in areduced need for support from the health care system,
thus lowering health care costs[7,8].

Another factor that positively contributes to quality of life is
physical activity. A number of studies have demonstrated many
beneficial effects of physical activity on physica and
psychosocia well-being, both during and after cancer treatment
[9-11]. This suggests that empowering cancer survivors and
enabling them to become or stay physically activeisvery likely
to be beneficial for both the patients and the society.

A promising medium for facilitating patient empowerment and
physical activity is the Internet. Easily accessible, up-to-date,
and tailored information can be provided, oftenin an interactive
way. For example, patients could be asked to provide
information or pose questions via a questionnaire to trigger
either standardized or tailored feedback from the health care
system (given automatically or by a health care provider). The
Internet isincreasingly used for the delivery of theseinteractive
interventions, both for healthy individuals [12] and those with
chronic conditions [13]. For cancer survivors, other eHealth
initiatives do exist, such as online support groups, online patient
education programs [14,15], informative tools for decision
support, and various mobile appsthat could be used independent
of provider activities. However, there are very few interactive
websites that aim to empower cancer survivors, especialy in
the area of physical activity. Previously, researchers have
reviewed Web-based interventions that aimed to increase either
patient empowerment or physical activity level, with promising
results[13,16]. Thesereviewsincluded studiesthat were focused

http://www.jmir.org/2013/2/e37/

primarily on healthy individuals (in some cases sedentary or
overweight, [16]) or at increasing patient empowerment, but
not physical activity levels, of individual swith chronic diseases
[13]. In view of theincreasing number of cancer survivors and
the potential rolethat interactive Web-based interventions could
play in stimulating empowerment and physical activity, it is
important to learn from empirical evidence about the efficacy
of such interventions in chronic diseases. Considering the
comparable chronic nature of these diseases and cancer
survivorship, it is plausible that interventions that contribute to
managing chronic diseases other than cancer contain elements
that are appropriate for cancer survivors as well.

This systematic review has 5 aims: (1) to describe the
characteristics (content, length, frequency, duration) of
interactive, Web-based interventions in diabetes, chronic
obstructive pulmonary disease (COPD), (congestive) heart
failure, cardiovascular disease, and cancer, (2) to summarize
the effects of these interventions on patient empowerment and
physical activity. (3) to identify barriers for and facilitators of
the use of Web-based interventions and to describe users
experiences with such websites, (4) to assessthe methodol ogical
quality of the studies reviewed, and (5) to evaluate the possible
relevance of these interventions for cancer survivors.

Methods

Search Strategy

We searched the literature in PubMed, Embase, and Scopus.
The main search strategy combined four concepts. patient
empowerment, physical activity, information technology (1T),
and type of chronic disease. For each concept, several search
termswere used (see Multimedia Appendix 1). Because we also
wanted to identify IT that focussed on either physical activity
or patient empowerment, we also searched PubMed for the
combination of patient empowerment, IT, and type of chronic
disease, and separately for the combination of physical activity,
IT, and type of chronic disease. As these searches resulted in
many duplicates, this dual search strategy was not repeated in
Embase or Scopus. To retrieve other relevant publications, we
examined the reference lists of the selected publications and
reviews that were excluded based on digibility criteria.

Eligibility Criteria

We used the following inclusion criteria: (1) peer reviewed
studies in English describing a randomized controlled trial
(RCT), published between 1990 and November 20, 2012, (2)
participants were adults and suffered from at least one of the
following chronic diseases—cancer, diabetes, heart failure,
cardiovascular disease, or COPD, (3) the intervention was
Web-based and interactive, (4) the intervention group was
compared to a similar patient group (receiving another
intervention or usual care), and (5) the study included at least
one outcome measure assessing patient empowerment and/or
physical activity. For patient empowerment, relevant, related
outcomes included self-efficacy, self-management, self-care
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behavior, and self-control. For physical activity, relevant
outcomes could be based on self-report (eg, by questionnaire
or interview), performance tests, or observation (eg,
accelerometer data).

Selection Method

The first author applied the eligibility criteria to the titles and
abstracts. When the abstract was considered relevant or in case
of ambiguity, two authors reviewed the full publication
independently. In cases of disagreement, consensus was sought
through discussion. When disagreement persisted, thejudgement
of athird reviewer was decisive.

Data Extraction

Thefollowing information was extracted from each publication:
study characteristics (source and year of publication, country
of origin, aim, and sample size), patient characteristics (type of
disease, age, gender, comorbidities, computer experience, and
Internet use), intervention characteristics (content, duration,
frequency, compliance, and dropout rate), outcome measures
(instruments used, and effects on patient empowerment and
physical activity), information about barriersto and facilitators
of intervention use, and users’ reported experiences with the
intervention. The first author independently extracted the data,
and the second author checked the data extraction for 20% of
the studies to determine inter-rater reliability. This was
established by calculating the percentage of agreement.
Consensus was reached by discussion. Due to the diversity of
outcome measures, sample size, and intervention characteristics,
it was not possible to conduct aforma meta-analysis.

Quality Assessment

The methodological quality of the studies was evaluated, but
did not serve as an digihility criterion. We used alist that was
an adapted version of the Cochrane Collaboration Back Review
Group [17], which was used previously in asystematic review
of Internet-based physical activity interventions by van den
Berg and co-workers. These authors modified the Cochranellist
to better suit the type of studies they examined. For example,
the Cochrane list contained the item “description of and
acceptable dropout rate”, which was changed into “description
of dropout rate plus comparison of dropouts with completers’.
In addition, they deleted some items because they were not
relevant for Web-based interventions [ 16]. For our review, one

http://www.jmir.org/2013/2/e37/
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additional change was made. “Long-term follow-up
measurement” was defined as an outcome assessment morethan
3 months after the post-intervention measurement. The final
list of criteria included 13 items relating to the selection of
patients, the intervention, outcome measurements, and statistics.
The complete list can be found in Table 3, in which the
outcomes of the methodological quality assessment are shown.

For each study, al criteriawere scored with yes, no, or unclear,
resulting in a maximum quality score of 13. In line with other
researchers [16], we considered studies obtaining at least
two-thirds of thetotal score (ie, =29 points) to be of high quality.
Studies scoring 5 to 8 points were rated as moderate quality,
and studies scoring lower than 5 points were rated as low
quality. Quality assessment was performed by the first author,
whilethe second author assessed the quality of arandom sample
of 4 studies. The inter-rater reliability was calculated as
percentage of agreement on 52 aspects (4x13 criteria).
Disagreements between researchers were discussed to reach
consensus.

Evaluation of Potential Relevancefor Cancer Survivors

To evaluate the relevance of the sel ected interventionsfor cancer
survivors, we used the 5 factors included as characteristics of
cancer survivorship identified by the Ingtitute of Medicine
(IOM): surveillance, management of |ate effects, rehabilitation,
psychosocial support, and health promotion [4]. We evaluated
whether theinterventions reviewed could be mapped onto these
5 features of cancer survivorship care.

Selection of Publications

The initial search yielded 3438 hits. Based on titles and
abstracts, 62 publications were selected. The full text of these
62 publications were reviewed, resulting in a selection of 19
publications that met all eligibility criteria [18-36]. A review
of the reference lists of these publications, as well as the
reference lists of the excluded reviews did not result in any
additional studies. See Figure 1 for aflow chart of the selection
process. For the cancer setting, we found 46 papers that met
several of our inclusion criteria, but not all. Reasons for
exclusion were diverse, varying from not being an RCT (eg,
design papers or non-randomized pilot studies) to inappropriate
outcome measures or not being Web-based and/or interactive
(eg, aCD-ROM).
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Figurel. Flow chart of the search process.

3438 hits from computer-
based search

-2658 PubMed
-575 Embase
-205 Scopus
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n=62

A 4

3376 publications excluded based
on title and abstract and after
removing duplicates

19

A 4

43 publications excluded after
reviewing hard copies

- Not peer-reviewed (n=5)

- Not a RCT (n=9)

- Not one of the target populations (n=3)

- Not web-based/interactive (n=14)

- Did not include relevant outcome
measures (n=12)

A

Data Extraction

Reviewers' ratings were in agreement for 89.5% (68/76) of the
data extraction elements from the sample. This can be
considered as a high level of agreement according to the
guidelines of Landis and Koch [37], and justified the decision
to have only one of the authors carry out the data extraction for
the remaining studies.

Study Char acteristics

All paperswere published in year 2000 or later, with most being
published after 2005. The 19 publications described 18 unique
studies; two papers by Glasgow et a described the same study
at different assessment time-points (4 and 12 months, [21,22]).
Twelve studies were conducted in the United States. The
remaining studies took place in Canada (n=2), Korea (n=1),
Norway (n=2), and Australia (together with the United States,
n=1). Sample sizes at baseline varied between 15 and 1665. In
the mgjority of RCTSs, one group was exposed to a Web-based
intervention and was compared to control group with usual care
(n=7), an information only condition (n=2), an observational
control group (n=1), a face-to-face intervention (n=1), both a
print material intervention and usual care (n=1), or both a
face-to-face intervention and an information only condition
(n=1). In two RCTs, two intervention groups were compared
with either control group with usua care or enhanced usual

http://www.jmir.org/2013/2/e37/

0 publications added after checking
reference lists

care. In one RCT, two groups receiving a Web-based
intervention were compared with an information only condition.
Finally, in two RCTSs, two intervention groups were compared.
Those groups received the same basic intervention, but with a
different focus (high vs low self-efficacy and lifestyle goals
versus structured goals).

Patient Characteristics

Studies included patients with diabetes (n=11), heart failure
(n=3), COPD (n=1), cardiovascular disease (n=1), cancer (n=1),
and mixed patient groups (heart disease, lung disease, type 2
diabetes; n=1). The overall mean age of the participants was 60
years (SD 8.5 years, range 40-76 years). For the 18 studies that
reported on gender, the median percentage of women was53.1%
(range 6.0%-73.3%). Individual swith comorbid conditionswere
excludedin 7 studies, and 6 studies provided information about
comorbidity (eg, mean number of comorbid conditions). Only
6 studies collected information on participants’ prior experience
with computers and/or Internet use. Both computer experience
and Internet use were assessed with a variety of self-reported
guestionnaire items, ranging from times per week to years of
experience, making it difficult to compare across studies.

Intervention Characteristics

Intervention characteristics for both intervention and control
groups are described in Table 1. The degree of detail provided

JMed Internet Res 2013 | vol. 15 | iss. 2 €37 | p.75
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

about theinterventions varied greatly across studies. There was
large variation in the duration, frequency, and content of the
interventions. Duration varied between 1 month and 1 year
(mean 23 weeks, SD 19 weeks). The intended frequency or
intensity of the interventions was not clearly described in the
majority of the papers. In some papers, a schedule for
intervention use was proposed [23,25,36], whereas in other
papers only information about actual use was reported (eg,
number of logins, percentage of individuals that used the
different intervention elements).

Although the content of the interventions differed, 7 key
elements used in the majority of the interventions were
identified, including interventions that had significant effects
and those that did not. These elements were used in different
combinations and were adapted to the specific patient
population. The first element was education, which included
information about various aspects of the chronic health condition
such as medication, nutrition, exercise, coping, and symptom
management, provided via electronic newdletters, pamphlets,
dides, or a digital library with articles. The second element,
self-monitoring, involved uploading or registration of datasuch
as blood glucose levels, blood pressure, medication use, food
intake, and exercise behavior. In the study of Nguyen and
colleagues for example, individuals had to submit real-time
information about dyspnea, cough, and sputum via their
computer or smart phone [29]. This was often followed by the
third element, feedback/tailored information. Based on the
uploaded data, patients received individual feedback, which
included individually tailored exercise advice, or a graphical
overview of blood glucose levels for example. Other forms of
tailored information included access to the medical record,
medication reminders, and tipsfor overcoming personal exercise
barriers. Fourth, interventions could include self-management
training, involving lessons about the management of symptoms,
psychosocial aspects, and fatigue. An important aspect of
self-management training was goal setting. The fifth element,
found only in interventions involving physical activity, was a
personalized exercise program that was adapted on the basis
of self-reported and/or objective physical activity data obtained
before and during the intervention. The exercise programs took
theindividual's needs, preferences, and possibilitiesinto account.
In the study of McKay and co-workers for example, patients
went through a 5-step processto select their personal motivators,
goals, preferred activities and schedule, and to identify their
personal barriers [27]. Elements 6 and 7 both involved
communication, either with health care providersor with fellow
patients, respectively, using communication routes like email,
live chat, videoconferences, and discussion boards (forums).
Communication with health care providers was often used for
guestions, encouragement, and emotional support, whereas
communication with fellow patients was included to share
experiences, exchange information, and provide support.
Additionally, elementsthat were used in only some studieswere
an educational quiz and periodic reminders for website use.

http://www.jmir.org/2013/2/e37/
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The overall percentage of dropouts varied between 0.0% and
52.3% (median 17.5%). For the intervention groups (including
the control groupsthat also received a Web-based program) the
median dropout rate was 19.7% and for the control groups this
was 14.0%. Compliance with the intended intervention varied
between 36.6% and 96.0% for the 9 studies that reported on it.
The remaining studies did not report compliance, but described
aspects of website use, such as number of logins, percentage of
people using acertain feature, minutes per on, or percentage
of tasks completed. Intervention use varied greatly between
studies and participants. All studies that monitored website use
found a decline during the intervention period. There was no
obvious relationship between dropout rates, compliance, and
website use on the one hand, and patient and intervention
characteristics on the other hand.

Outcome M easures

Table 2 presents patient empowerment and physical activity
outcomes and dropout rates. A range of outcome measures was
used (eg, different self-efficacy scales, diverse measures of
different forms of physical activity).

A total of 13 studiesincluded one or more patient empowerment
measures. In 4 studies, patient empowerment increased
significantly (P<.05) in the intervention group compared to
usual care or observation [19,25,34,36], while in 3 studies this
increase was reported for both groups [18,22,28] (ie, both the
Web-based intervention group and the comparison group
improved irrespective of receiving a Web-based, aface-to-face
intervention or usua care). In the study of Nguyen et a for
example, both the individuals receiving the Web-based
intervention and those having personal contact improved on a
measure of self-efficacy [28]. Two studiesyielded mixed resullts,
with 1 of 2 outcome measures showing a significant increase
[24,35]. For example, Wangberg et a measured both
self-efficacy and self-care behavior, but observed improvement
only in the latter. The remaining 4 studies did not observe a
significant change in patient empowerment [26,29,31,32] for
either the intervention group or the usual care group.

Of theld studies that assessed physical activity, 2 reported
significant improvement (P<.05) for the intervention group
compared to usual care [33,36] (eg, an increase in the number
of individuals who exercised regularly or in physical activity
behavior). Increases in physical activity were found for both
groups in 6 studies [21-23,27,28,30]. For instance, McKay et
al compared their Web-based group with an information only
approach. Both groups improved their moderate/vigorous
exercise behavior as well as their walking performance. Three
studies [24,26,29] found mixed results, with one of their
outcome measures being non-significant and the others showing
asignificant increase. For example, Lorig et a found no change
in aerobic exercise behavior but did observe an increase in
stretch/strength exercise[26]. Finally, 3 studiesdid not find any
effects on physical activity [18,20,25].
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Table 1. Intervention characteristics.

Study Patient group (sample  Study design Intervention Follow-up period
size)
Artinian et al Congestive heart failure  Pilot RCT with aninterventiongroup Home care monitoring system: 3 months
(2007) (n=18) and acomparison group receiving  _ pamphlet with education about self-care
usual care behavior

- medication reminders
- questions & response
- registration of pill taking

Bondeta (2010) Diabetes RCT with an intervention group and  Focus on self-management and psychosocial 6 months
(n=62) acomparison group recelving usual  well-being:
care - usual care

- instructions (about i ssues regarding disease
management)

- interaction with study nurse

- uploading data & receiving feedback

- online educational discussion group

- peer support viaemail and instant

messaging
Glasgow et a Type 2 diabetes RCT with 3intervention groupsand  Aspects of information only and: 10 months
(2003) (n=320) an Internet information only compar- (1) Tailored self-management training:

ison group (library with articles, auto-
mated dietary goa setting, online as-
sessments)

- online professional suggesting tailored
strategies
- question and answer with dietician

- blood glucose upload and dietary databases
plus graphical feedback

(2) Peer support:

- exchange of information, coping strategies,
and emotional support on aforum

- live chat
- 5 electronic newsletters

(3) both 1 and 2

Glasgow et a Type 2 diabetes RCT with 2 intervention groupsand ~ Self-management program with: 4 months and 12

(2010, 2011) (n=463) an enhanced usual care comparison 1y Minimal support: months, respec-
group (health risk appraisal feedback, ol selecii tively
recommendations of preventive care ~ 90 ection
behavior) - progress recording

- feedback

- community resources

- quiz questions

- motivational tips

- periodic prompting

(2) Moderate support:

- aspects of minimal support

- follow-up calls

- invitation for agroup visit with
other participants
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Study Patient group (sample  Study design Intervention Follow-up period
size)
Kim & Kang Type 2 digbetes RCT with an intervention group, a ~ Physical activity (PA) intervention: 12 weeks
(2006) (n=73) print-material comparison group - general information
(booklets with tailored exercise Is for phvsical and
strategies), and a comparison group assessment toolsfor physical an
receiving usual care psychological readiness for exercise
- stage-based individual information about
goal setting and exercise planning
- question and answer board
- interactive and animated features
- exercisetest (in the lab), followed by an
individualized physical activity prescription
Liebreich et a Type 2 digbetes RCT with an intervention group and  Website and counselling: 12 weeks
(2009) (n=49) a.comparison group receiving usual _jink to clinical practice guidelines for
care physical activity
- interactive features (physical activity
logbook, forum, email counselling)
- education/tips
- weekly topic (eg, goal setting, time
management)
Lorigetal (2006) Heart & lungdisease, RCT with anintervention group and  Self-management program and usua care: 12 months
type 2 diabetes acomparison group receiving usua  _jndividual exercise program
(n=958) care ) .
management of symptoms, fatigue,
emotions, problems
- motivational email reminders
- overview of medications
- interaction with moderator
- action planning
- feedback
Lorigetal (2010) Type 2 diabetes RCT with 2 intervention groups (only  Self-management program: 18 months
(n=761) difference was email support; ana _ g \eekly sessions with different topics
lyzed together) and a comparison bulletin board
group receiving usua care - bulletin boar
- exercise logs and monitoring tools
- communication with facilitators
McKay et a Type 2 digbetes RCT with an intervention group and  PA intervention: 8 weeks
(2001) (n=78) an information only comparison - feedback on baseline activity levels
group (library articles, glucose track- .
ing plus feedback) - personalized PA program and PA database
- personal coach counselling and support
- communication with other intervention
participants
Nguyen et a COPD RCT with an intervention group and  Self-management program: 6 months
(2008) (n=50) aface-to-face intervention compari-  _ o cation and skills traini ng

son group (sameintervention compo-
nents)

- tailored exercise planning
- self-monitoring of symptoms and exercise
- personalized feedback
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Study Patient group (sample  Study design Intervention Follow-up period
size)

Nguyen et a COPD RCT with an intervention group, a  Self-management program (same components 12 months

(2012) (n=125) face-to-faceintervention group anda for online and face-to-face group):

general health education comparison  _ gy qnnea and exercise consultation at home
group (home visit, monthly face-to- (once)

face education sessions, phone calls

with health information) - individualized exercise plan

- self-monitoring and reinforcement
- education

- skillstraining

- peer interactions

Richardsoneta  Type 2 diabetes Pilot RCT with 2 intervention groups Pedometer-based walking program witha 6 weeks
(2007) (n=35) (with afocuson either lifestylegoals focus on:
or structured goals) (1) Lifestyle goals (targeting accumul ated
steps)
- accessto apersonally-tailored Stepping Up
to Health Web page

- tailored motivational messages
- tips about managing diabetes

- automatically calculated goals (based on
pedometer results)

- feedback about performance toward goals
(2) Structured goals (only targeting steps

taken during bouts of at least 10 minuteswith
at least 60 steps per minute):

- intervention see (1)

Rosset a (2004) Congestiveheart failure RCT with anintervention group and ~ Secure Web-interface to 3 features, andre- 12 months

(n=107) acomparison group receiving usual  minders for system use:
care - medical record
- educational guide
- messaging system
Ruland et al Breast and prostate RCT with an intervention group and ~ Self-management program: 12 months
(2012) cancer an information only comparison - self-monitoring plus tailored self-manage-
(n=325) group ment support
- information

- communication with other patients and ex-
pert nurses

- diary for personal notes

Tomita et al Heart failure RCT with an intervention group and  Self-management program in addition to 12 months
(2009) (n=40) acomparison group receiving usual  usual care:
care - informational support

- recording vital signs and exercise
- appraisal support (feedback)
- emotional support

Trief et a (2007) Diabetes RCT with an intervention group and  Telemedicine case management: 12 months
(n=1665) acomparison group receiving usial  _ 4ecess to educational materials
care

- upload data on blood glucose and blood
pressure readings

- videoconference with anurse case manager
and dietician (to educate patients, facilitate
goal setting/self-management, and discuss
concerns)
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Study Patient group (sample  Study design Intervention Follow-up period
size)
Wangberg (2008) Type 2 diabetes RCT with 2 intervention groups (with  Self-care intervention tailored to either high 1 month
(n=60) afocuson either high or low self-effi-  or low self-efficacy:
cacy) - behavior exercises (including monitoring
and graphic feedback)
- information
- quizzes with feedback

- videos of peers
- videos of lectures from health personnel

Zutz et al (2007) Cardiovascular disease  Pilot RCT with aninterventiongroup Cardiac rehabilitation program: 12 weeks
(n=15) and an observational control compar-  _ chat sessionswith health care professional's
ison group (no contact with either the educati . did
research staff or the hospital) - education sessions (lides)

- monitoring of blood and exercise
- group chat sessions
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Table 2. Intervention outcomes and dropout rates.

Study Patient empowerment out-  Patient empowerment Physical activity outcomemea:  Physical activity out-  Dropout rate
come measure” outcomes™© sure® comes?® (overall)
Artinian et d Revised Heart Failure Seif-  gaif.care + (P=.02)° 6 Minutes Walking Test Exercise performance- 0.0%
(2007) Care Behavior Scale (6BMWT) (P=.42)
Bond et a (2010) ~ Diabetes Empowerment  oaifefficacy + (P<.05)>€ X X 0.0%
Scale
Glasgow et & X X Physical Activity Scale for the Physical activity - 18.0%
(2003) Elderly (P=.41)
Glasgow et al Diabetes Self-Efficacy Self-efficacy Community Health Activities  Caloric expenditurein 4 months
(2010) scae 4 months Model Program for Seniors physical activity 17.5%
Glasgow et d X Questionnaire 4 months. + (P= .04)d
(2011)
12 months + (P<.10)° f 12 months; + (P<.05)>4 12 months
22.7%
Kim & Kang X X Self-report instrument adapted Metabolic equivalents  0.0%
(2006) fromthe 7-day physical activity (MET) x hours/week +

questionnaire (frequency, dura-  (p< oo1)d
tion, intensity)

Liebreich et d Likert scale(1-5); 12items  Self-efficacy - (P=.31)  Godin Leisure-Time Exercise  MET minutes + 10.3%
(2009) Questionnaire (GLTEQ) (P=.04)
Likert scale (1-5); 4 items Behaviour capacity + GLTEQ Unweighted minutes +
(P=.001)4 (P=.01)4
Incorporated in GLTEQ Resistance training -
(times/week, averagetimeper  (P=.06)
session)
Lorigeta (2006) Likert scale (1-10) Self-efficacy - (P=.06) Scale (0-4) measuring minutes ~ Stretch/strength exer-  18.8%
of exercise per week cise + (P=.02)4
Aerobic exercise -
(P=.70)
Lorigeta (2010) Patient Activation Measure Patient activation + A physical activities scale Aerobic exercise - 15.8%
(P=.Ol)d (minutes/week) (p>.05)b
Diabetes Se”-Efflcacy Self-efflcacy + (P: 02)d
scale
McKay et a X X Behavioura Risk Factor Moderate/vigorousexer-  12.7%
(2001) Surveillance System cise + (P<.001)®

Walking + (P<.001)¢

Nguyen et a Single question on a0- to Self-efficacy + (P=.02)¢ Self-report (frequency & dura- Endurance exercise+  24.0%
(2008) 10- point response scale tion) (P=.001)f
Strength exercise +
(P<.001)f
List of 5 descriptions Stages of change +
(P=.05)f
6MWT Exercise performance
+ (P=.05)¢
Nguyen et a Single questionon a0-to  Self-efficacy 6MWT Exercise performance  12.0%
2012 10- point response scale —
(2012) point resp - (P=.06) + (P<.001)°
Incremental treadmill test Exercise performance
- (P>.05)°
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Study Patient empowerment out-  Patient empowerment Physical activity outcomemea: Physical activity out-  Dropout rate
come measure” outcomes®¢ sure® comes?® (overall)
Lifting awooden dowel Arm endurance
+(P=.04)
Self-report (frequency & dura-  Endurance duration
tion) + (P=. 04)f
Endurance frequency
+ (P=.001)°
Strengthening frequen-
cy
+ (P<.001)f
Richardson et al X X Pedometer (Omron HJ-7201T)  Tota steps+ (p:.003)d 14.0%
(2007)
Bout steps + (P<.001)d
Rosset a (2004) KansasCity Cardiomyopa-  Self-efficacy - (P=0.08) X X 24.0%
thy Questionnaire (self-ef-
ficacy domain)
Ruland et a (2012) Cancer Behavior Inventory  Self-efficacy X X 24.6%
version 2.0 - (P=.26)
Tomitaeta (2009) X X Self-reported frequency of exer-  Number of exercisers+ 19.8%
cise; participants exercising 2-  ( p= op1)d
3 times/week or more were
Seen as exercisers
Trief et @ (2007)  Diabetes Self-Efficacy Self-efficacy + (p<'001)d X X 52.3%
scale
Wangberg (2008)  Perceived Competence Self-efficacy - (P=.17) X X 45.9%
Scales
Summary of DiabetesSelf-  Self-care behavior +
CareActivitiesmeasure  (p= o26)d
Zutz et al (2007)  Likert scoring Self-efficacy (exercise-  Minnesota Leisure Time Physical activity + 6.7%
specific) + (P<.05)®9  Physical Activity Questionnaire  (P<.05)>¢
Symptom-limited treadmill ex- Exercise capacity +
ercise stress test (P<.05)b*d

&+ isa positive effect; - is no effect

PThe researchers did not provide specific P values.

EX=not applicable

dpositive effect for the Web-based intervention group(s) only
Cpositive effect for all groups (including usual care)

"Positive effect for the Web-based intervention group(s) and other intervention groups

Barriersfor and Facilitators of I ntervention Use and
Reported Users Experiences

Five studies reported on perceived barriers, whereas no studies
reported on perceived facilitators of the use of interactive,
Web-based interventions. Perceived barriers were typically of
atechnical nature, including problemswith Internet connection,
sow loading of website, security concerns, discomfort with
using the computer or Internet, and problems with related
hardware (eg, PDA, monitor). Ten studies described some users
experiences, for example, satisfaction scores and ajudgment of
intervention content. In general, patient satisfaction was high.

http://www.jmir.org/2013/2/e37/

The personalized nature of the interventions was often cited by
participants as being important. In one study [31], nurses and
physicians reported that their workload did not increase as a
result of the intervention.

M ethodological Quality

The concordance between reviewersin rating the methodol ogical
quality for the sample of papers evaluated was high (90.3%
(47/52), [37]). For thisreason, thefirst researcher independently
performed the quality assessment for the remainder of the
studies. The two papers of Glasgow that described the same
study were judged together for methodological quality. Table
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3 shows that 3 of 18 studies [21,22,28,29] obtained a score of
9 or higher, indicating good methodol ogical quality. Two studies
were of low quality [24,31] and the remaining studies were of
moderate quality, with most studiesscoringa5 or 6. All studies
specified eigibility criteriaand employed a comparable timing
of outcome assessment for the different groups. The majority
of the studies reported dropout rates, including a comparison
between completers and non-completers, and gave point
estimates together with measures of variability. Only aminority
of studies (maximum n=7) provided information about the

Table 3. Methodological quality assessment. 2P

Kuijperset a

method of randomization, described their intervention explicitly,
performed a power calculation and used an intention-to-treat
approach to the data analysis. Most studies were unclear about
concealing treatment allocation and blinding of the outcome
assessor. In one study, groups were not similar at baseline, and
for one study this was not clear. Only 2 studies described a
long-term foll ow-up measurement. Because 12 out of 18 studies
were of moderate quality, it was not possible to determine
whether differencesin outcomeswererelated to methodol ogical
quality.

d

1 2 3 4 5 6 7 8 9 10 11 12 13 Tota score
Artinian et a (2007) v X 2 v X v ? ve X v X X v 6
Bond et a (2010) vV oX ?2 V4 X X v g X Vv v X Vv 7
Glasgow et al (2003) v X ? Y X X ? X v v X V¥ 5
Glasgow et a (2010, 2011) v v ? v ¥ v 2?2 V¥ X v v v v 10
Kim & Kang (2006) vV X ? VY X X ? g, X Vv X X Vv 5
Liebreich et al (2009) v X 2?2 X X ¥ ? X X Vv X X v 4
Lorig et a (2006) v X ? Y ¥ X ? V¥ ¥ ¥ X ¥ 4 8
Lorig et a (2010) v v 2?2 Vv X X ? J v Vv X v Vv 8
McKay et a (2001) v v 0?7 Y X X ? ¥ X ¥ X X Vv 6
Nguyen et al (2008) v v v v Y v Y Y X VX Vv oY1
Nguyen et a (2012) v X X v ¥ ¥ Vv Vv X v ¥ ¥ V 10
Richardson et al (2007) v X 2?2 2?2 v 4 2?2 X X V4 X X V4 5
Ross et al (2004) v v ? v X X ? X X v X X X 4
Ruland et al (2012) v ¥4 2?2 Vv X v ?2 X X Vv ¥ v v 8
Tomitaet a (2009) v X ? Y ¥ ¥ ?2 X X ¥ ¥ ¥ X 7
Trief et al (2007) v X 2?2 v X X V¥ v X Vv X V¥ X 6
Wangberg (2008) v X ? Y X X ? ¥ X ¥ ¥ X Vv 6
Zutz et a (2007) v X 2 v Vv ¥ 2?2 X X Vv X X v 6

¥ =specification of eigibility criteria; 2=method of randomization explained; 3=treatment allocation concealed; 4=groups similar at baseline; 5=explicit
description of interventions; 6=description of compliance; 7=outcome assessor blinded; 8=description of dropout and comparison with completers;
9=long-term follow-up (> 3 months after post-intervention assessment); 10=timing of outcome assessment comparable; 11=sample size described with
power calculation; 12=intention-to-treat analysis; 13=point estimates and measures of variability

b\/=reported item; X=unreported item; ?=unclear item
“Dropout rate was 0%
dMaximum score was 13

Evaluation of Potential Relevancefor Cancer Survivors

Our judgement of the relevance of the intervention elements
for the cancer survivorship setting was based on their Web-based
application (as opposed to their usefulness, in general). Table
4 (the more cancer-related recommendations) and Table 5 (the
more health-related recommendations) show how these
intervention elements could be mapped onto the
recommendationsfor survivorship care as described by the [OM
[4]. Five intervention elements contributed to all

http://www.jmir.org/2013/2/e37/

recommendations, and two elements (personal exercise program
and communication with fellow patients) would only be
inappropriate for long-term foll ow-up/surveillance. The specific
content of each element when adapted to the oncology setting
depended on the recommendation for which it was used. For
example, information provision will differ for surveillance
versus healthy lifestyle recommendations. Similarly, apersonal
exercise plan for rehabilitation after surgery differs from an
exercise plan that aims to enhance general physical activity
levels.
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Table 4. Proposed application of intervention elements that could enhance cancer survivorship care based on findings from this review (cancer-related

recommendations).

Recommendations for survivorship care

Elements of Web-based intervention  Long-term follow-up/surveillance

Management of (late) effects

Education Information about reasons for surveillance
Recommendations for self-screening
Self-monitoring Reporting results of self-screening

Feedback/Tailored information A personal follow-up schedule with frequency

and type of screening
Feedback on reported self-screening

Self-management training Training aimed at performing regular self-

screening

Personal exercise program X

Communication with health care
provider

Possihility to ask questions about follow-up and
self-screening

Communication with fellow patients X

Information about possible late effects of cancer treatment

Upload of relevant vital signs (eg, pain scores, blood val ues)

Advice for managing (late) effects asidentified by self-
monitoring data

Training to learn to cope with late effects of cancer treatment

Individual exercise adviceto prevent or reduce (late) effects,
taking into account a survivor's specific needs and prefer-
ences

Possihility to ask questions about symptoms and how to deal
with them

Share experiences and tips about managing (late) effects

@x =application not relevant

Table 5. Proposed application of intervention elements that could enhance cancer survivorship care based on findings from this review (health-related

recommendations).

Elements of Web-based interven-
tion

Recommendations for survivorship care

Rehabilitation

Psychosocial support

Health promotion

Education

Self-monitoring

Feedback/Tailored information

Self-management training

Personal exercise program

Communicationwith health care
provider

Communication with fellow pa-
tients

Information about the importance
of and possihilitiesfor rehabilitation

Upload of relevant vital signs (eg,
blood pressure, lung function) or
exercise behavior (either self-report-
ed or objective)

Rehabilitation advice based on self-
monitoring data

Training to learn to sustain doing
rehabilitation exercises

Individual exercise advice aimed at
rehabilitation, taking into account a
survivor's specific needs and prefer-
ences

Possibility to ask questions about
rehabilitation

Share experiences and tips about
rehabilitation

Information about possible psychosocial
problemsand possibilitiesto solve them

Questionnaire(s) measuring psychosocial
aspects

Advice for dealing with psychosocia
problems as identified with question-
naires; following the stepped care princi-
ple

Training aimed at coping with psychoso-
cia problems like anger, fear or frustra-
tion

Individual exercise advice, taking into
account a survivor's specific needs and
preferences

Possibility to ask questions about psy-
chosocial problems; receiving support

Share experiences and tips about dealing
with psychosocial problems

Provide support

Information about the importance
of and ways to obtain a healthy
lifestyle (eg, physical activity, nu-
trition, smoking cessation)

Upload of relevant data such as
food intake and exercise behavior

Health advice based on uploaded
data; following the stepped care
principle

Training aimed at obtaining and
sustaining a healthy lifestyle

Individual exercise advice, taking
into account a survivor's specific
needs and preferences

Possibility to ask questions about
exercise advice

Share experiences and tips about
health behavior

Provide support
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Discussion

Principal Findings

In this paper we have systematically reviewed the empirical
literature on Web-based interventions for people with diabetes,
COPD, heart failure, cardiovascular disease, and cancer, and
have evaluated their potential relevance for cancer survivors.
Nineteen publications covering 18 unique studieswereincluded
in this review. The RCTs varied greatly in content, duration,
and frequency. Significant, positive effects on patient
empowerment were found in 4 studies and 2 studies reported
positive effects on physical activity. The remaining studies
reported mixed results or no significant differences between
intervention and comparison groups (ie, either both groups or
neither group improved) on these outcomes. The information
we could obtain about barriers and facilitators for intervention
use and users experiences was limited. Nevertheless, we
identified 7 elements that were common for the majority of
interventions: education, self-monitoring, feedback/tailored
information, self-management training, personal exercise
program, and communication (with either health care providers
or fellow patients). We were able to map these elements onto
eHealth features for the recommendationsfor survivorship care
of the IOM.

The 7 common intervention elements were used in different
combinations and were adapted to the specific patient
population. It istherefore not possible to make ajudgment about
the individual contribution of these elements to intervention
outcomes. Future studies should be more structured, in order
to determine the role of individual intervention elements and
should also take the duration and frequency of interventions
into account. In most studies no intervention schedule was
prescribed. Rather, the intensity, frequency, and duration of
website use were determined by the participants themselves. In
contrast, structured rehabilitation programs usualy have
schedules to which patients are expected to adhere (eg,
performing moderate intensity physical activity (running or
cycling) for 30 minutes, 3 times a week, during a 12-week
period). It is debatable whether Web-based interventions should
or should not have a structured program, but it is conceivable
that a certain combination of duration and frequency is optimal
for achieving improved patient empowerment and physical
activity. A recent review of Web-based interventions for type
2 diabetes [38] indicated that interventions of longer duration
(morethan 12 weeks) resulted in better outcomes, and itislikely
that the same is valid for cancer survivors. However, future
studies need to confirm this.

The relative importance and value of intervention elements,
duration, and frequency on outcomes is not yet clear. Other
factors may also have played a role in the large variation in
patient empowerment and physical activity outcomes observed
inthe studiesreviewed. Theseinclude the different measurement
toolsthat were used within and between studies, different sample
sizes and different periods between the start of the intervention
and the post-intervention measurement. To facilitate future
meta-analyses, new investigations should preferably use uniform
outcome measures and time intervals for the outcome

http://www.jmir.org/2013/2/e37/
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assessment. The need for a uniform measure of patient
empowerment was also pointed out in a paper that discussed
the role of assessing patient empowerment in health care
evaluation [39].

Another issueto be considered isthat, in the majority of studies
where no significant differences between groups were observed,
significant, positive effects were found for al groups. In many
of these studies, the comparison group(s) received an
intervention as well. This may have limited the possibility of
detecting an effect in favour of the Web-based interventions.
More generally, it isbecoming increasingly difficult to establish
appropriate control groups, because the usual care situation is
evolving rapidly. Although previous studies have shown that
effects on knowledge and behavior change were higher for
individual s using aWeb-based intervention than for individuals
using a non-Web-based intervention [40], morework is needed
to determine whether this also applies to cancer survivors.

It would have been useful if the RCTs reviewed had provided
more information on barriers and facilitators for intervention
use. Insight into these factors is very important, because
Web-based interventions are often characterised by high dropout
rates[41]. Dropout can refer to patients being lost to follow-up
or to patients not using the intervention. Bennett and Glasgow
indicated that an important reason for dropout isloss of interest
[42]. Furthermore, 2 literature reviews showed that peer support,
counsellor support, email and phone contact, frequent website
updates, record keeping, and individualized feedback were
related to sustained intervention use (and conversely, to less
dropout, [43,44]). Most of these components were present in
the studiesincluded in the current review. The mean percentage
of dropoutsin the Web-based intervention groups of the studies
reviewed was 19.7%, which is comparable to the dropout rate
found in another review (21.0%, [40]). More research on
program adherence is needed. Or, in other words, it should be
determined “what works and why” [44].

The assessment of the methodological quality of the studies
reviewed suggests anumber of areasin which thereisroom for
improvement. Future RCTs in the field of Web-based
interventions could be improved by clearly describing the
method of randomization, concealment of treatment allocation,
and an adequate description of sample size calculation.
Additionally, researchers should preferably describe explicitly
their intervention(s), including specific information about
intervention elements, length, frequency, and duration. Studies
should carry out the statistical analysis on an intention-to-treat
basis (as opposed to only analyzing the participants who
completed the intervention). This is important because
participantswho complete an intervention may differ from those
who do not, as a result of which intervention effects may be
over- or underestimated. Becauseit is often the goal to not only
enhance patient empowerment and facilitate a physically active
lifestyle in the short-term, but to sustain these outcomes over a
longer period of time, it isimportant that RCTsinclude not only
immediate post-intervention outcome assessment, but also
longer-term follow-up assessments.

Web-based interventions are being developed at a rapid pace.
This is also true for Web-based interventions for cancer

JMed Internet Res 2013 | val. 15 | iss. 2 |€37 | p.85
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

survivors. Inthisreview weidentified only 1 paper in the cancer
field that met our eigibility criteria. Recently, however, positive
results of a Web-based intervention to reduce depression in
cancer survivors [45], and of a Web-based, tailored education
program to reduce cancer-rel ated fatigue and anxiety [46] have
been reported. Several additional RCT's of Web-based
interventions for cancer patients and survivors are currently
on-going [47]. It is likely that in several years there will be
sufficient, mature studiesto facilitate aformal meta-analysisto
more precisely determinethe effects of Web-based interventions
for both chronic diseases and cancer, rather than the more
qualitative review presented here.

Although weidentified 7 elements of eHealth interventionsthat
may be relevant for cancer survivors, based on the available
evidence, we could not determine which of these elements are
the most important and effective. It was also unclear which
combinations of intervention elements would be optimal.
However, the benefit of the educational element for cancer
survivors was supported by areview, which showed that cancer
survivors who received sufficient information reported a better
quality of life [48]. An emerging approach in cancer
survivorship that may encompass or incorporate many of the
intervention elements described in the eHealth literature isthe
use of asurvivorship care plan. Such aplan includesasummary
of the individual patient’s diagnosis and treatment, as well as
recommendationsfor appropriate follow-up care[4]. Currently,
survivorship care plans are typically provided on paper, and

Kuijperset a

consequently are quite static documents. There is no reason
why they cannot be adapted for eHealth use, including
interactive elements.

Conclusion

In conclusion, our review suggests that Web-based, interactive
interventions have a beneficial effect on patient empowerment
and/or physical activity in people with various chronic
conditions. Program elements that were frequently observed
included education, self-monitoring, feedback/tailored
information, self-management training, personal exercise
program, and communication (with either health care providers
or fellow patients). Although the results of these studies did not
necessarily differ from those of traditional interventions, it is
likely that the elements increased patient centeredness and
efficiency of theinterventions. Empowered individualswho are
physicaly active are likely to have a better health status and
quality of life, therefore the use of interactive Internet
interventions in this field would appear promising. Further
research is needed to establish optima intervention
characteristics and specific effects in cancer survivor
populations. Future studies should also identify perceived
barriers for and facilitators of the use of Web-based
interventions. The studies that have been conducted in other
chronic diseases are likely to constitute a basis for the
development of an interactive, Web-based intervention to
effectively empower the rapidly growing number cancer
survivors.
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Abstract

Background: The Internet has become apopular venue for facilitating sex networking for men who have sex with men (MSM).

Objective: Thestudy aimed to eval uate the effectiveness of Internet popular opinion leaders (iPOL) in disseminating information
about the human immunodeficiency virus (HIV), increasing the frequency of HIV testing, and reducing risky behaviors among
MSM in Taiwan.

Methods: A quasi-experimental study with anonequivalent control website for compari son was used to estimate the effectiveness
of iPOL. A community-level intervention, iPOL, was conducted at the Facebook socia networking website and at top1069 as a
control. TheiPOL sactively disseminated HIV-related information viathe platform of Internet opinion leadersand AIDSinformation
center, and discussed and responded to questions or replied to Internet-using MSM.

Results: A total of 369 iPOL s posted 432 articles and 503 replies to others, influencing 959,088 persons on Facebook. A total
of 1037 MSM, 552 (53.23%) from an intervention website and 485 (46.76%) from a control website, participated in the follow-up
study survey (responserate 96%). At the 6-month follow-up after the intervention was conducted, M SM who visited theintervention
website were more likely to receive HIV-related information (25.49% versus 10.47%, P<.001), discuss HIV issues with others
(41.88% versus 23.79%, P<.001), review articles about HIV (90.58% versus 79.73%, P<.001), and be asked about or discuss
HIV-related questions (51.11% versus 31.78%, P<.001) than those on the control website. In addition, MSM were more likely
to have HIV tests within 6 months (43.89% versus 22.31%, P<.001) and consistently use condoms during anal sex with online
sex partners than those using the control website (34.15% versus 26.19%, P=.004).

Conclusions: The study showed the feasibility and effectiveness of the iPOL intervention asan online HIV prevention program.

These findings underscore the importance of disseminating HIV information online, as well as the challenges inherent in the
efforts of iPOL to reduce HIV-related risky behaviors among Internet-using MSM.

(J Med Internet Res 2013;15(2):€40) doi:10.2196/jmir.2264
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Introduction

Finding male sex partners through the Internet has been
associated with human immunodeficiency virus (HIV) and
syphilis outbreaks among men who have sex with men (MSM)
who meet online [1,2]. The Internet has become a significant
venue for meeting MSM, who then engage in risky behaviors
associated with HIV and sexually transmitted infection (STI1)
transmission [3,4]. The Asia Internet MSM Sex Survey in
Taiwan reported that 73.9% of MSM had had sex with partners
found online and that having sex with online partners was
associated with ahistory of STIs, recreational drug use, and an
increasing number of sexual partners [5]. The Internet has
become a popular meeting place for MSM; thus, effective and
targeted prevention programs should be devel oped to minimize
the HIV transmission risk in the Internet era [6].

Information and communications technology has the potential
to improve the quality and efficiency in HIV/STI prevention.
The social network site, Facebook, has gained enormous
popularity throughout the world, has created a mechanism for
acquainting support from friends with same diseases [7], and
provides a promising medium to deliver HIV/STI prevention
messagesto Internet users[8]. Online social network usage and
the topics discussed on these networks were associated with
HIV knowledge and risky sexual behaviors, and testing for STIs
among homeless adolescents [9]. Homeless youth who used
social networking websites, such as MySpace and Facebook,
to connect with family members online were less likely to
practice exchanged sex and more likely to report arecent HIV
test, whereas youth connected to street-based peersonline were
more likely to practice exchanged sex [10]. The UCLA
Harnessing Online Peer Education (HOPE) study used Facebook
to scale the community popular opinion leader (C-POL) model
toincrease HIV prevention among African American and Latino
MSM [11]. The Just/Us study aimsto engage youth of color in
sexual health education delivered via Facebook [12]. However,
the findings of a few intervention studies that used Facebook
as a medium for HIV prevention have not been reported yet.
Because social media plays a more prominent role in the
delivery of HIV/STI prevention intervention, more
Internet-based HIV prevention researchisrequired, particularly
with changing behaviors among populations at high risk of
contracting HIV/AIDS.

The Internet popular opinion leaders (iPOL) intervention for
HIV/STI prevention was first designed in 2010 on Facebook
for online Chinese MSM communities. The iPOL intervention
was adapted from the popular opinion leader (POL) model,
developed by Kelly in 1986 [13] and based on the diffusion of
innovation theory [14]. The POL model posits that behavioral
change is achieved when new risk-reducing methods for HIV
prevention are disseminated by opinion leaders through their
personal and social networks [15]. POL uses ethnographic
techniques to systematically identify popular and socialy
influential members of the target population, then recruits and
trains these popular individuals in how to communicate HIV
risk reduction endorsement messages to peers during everyday
conversations, and works with them to sustain their HIV
prevention advocacy activities [16].

http://www.jmir.org/2013/2/e40/
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Computer technology-based HIV prevention interventions have
been effective in decreasing the frequency of sexual behavior,
the number of partners, and incidences of sexually transmitted
diseases with an efficacy similar to more traditional
human-delivered interventions [17]. Different from previous
1-way technology-based HIV prevention interventions[17], the
iPOL is one type of community-level intervention using the
Web 2.0 2-way communication format on Facebook to deliver
HIV prevention messages for Internet-using MSM. Socia
networking websites, such as Facebook, hold great potential in
adapting the POL intervention model on the Internet to diffusing
HIV-related information among Internet-using MSM. MSM
with a high degree of opinion leadership in the iPOL
intervention areidentified within existing online social networks
and then trained in persuasive techniques and prevention
messages to shape the behavior of their affiliated online network
members [18].

Social networks provide a promising mechanism to deliver HIV
prevention messages among I nternet-using MSM. The Internet
provides a more convenient approach to allowing MSM to
answer questions anonymously and, therefore, maintain their
privacy [19]. This study is the first Internet-based HIV
intervention study in Taiwan to determine the effectiveness of
iPOL in disseminating HIV-related information, increasing the
frequency of anonymous HIV testing, and reducing risky
behaviors among Internet-using MSM.

Methods

Study Design

A quasi-experimental study with anonequivalent control website
for comparison was used to estimate the effectiveness of iPOL
among the Internet-using MSM population. The iPOL
i ntervention was conducted from April through September 2011
at the Facebook social networking website and the top1069
website as a comparison.

Recruitment and Consent Procedures

Participants were recruited exclusively through online methods,
primarily through Web banners on the top1069 website and
electronic direct mailers sent through a network of gay
community coalition partners on Facebook. Informed consent
was requested from all participants on the first page of the
guestionnaire, and only those participants who said they were
at least 18 years old and had had sex with a man in the past 12
months were given access. Approval to conduct the study was
obtained from the Human Subjects Division Committee of
National Cheng Kung University Hospital.

A cross-sectional online survey was used to collect baseline
dataof HIV-related behaviors at theintervention and comparison
websites from October to November 2010. After the iPOL
intervention had been implemented for 6 months, the same
online survey was conducted from October to November 2011.
During the baseline survey period, 2042 participants entered
the survey. Of the 1692 (82.85%) participants who completed
the baseline online survey, 1008 provided valid information for
further analysis. After the 6-month intervention, 1079 men
completed the follow-up online survey, excluding those aged
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less than 18 years (n=32) and transgender individuals (n=10).
A total of 1037 MSM, 552 (53.23%) from the intervention
website and 485 (46.76%) from the control website, participated
in the follow-up study survey.

Internet Popular Opinion Leaders|ntervention

An online ethnographic study was carried out in virtual MSM
communities in Taiwan. A series of Internet searches were
conducted from January through March 2010 using 3 standard
search engines (Google, Yahoo, and Ping), querying for
traditional Chinese trandations of terms including gay,
homosexuals, AIDS, HIV, HIV and sexually transmitted
diseases, and other relevant search terms of interest. We
identified each online virtual MSM community based on
interaction between M SM online users, electronic contents and
replies posted within the community, and HIV/AIDS-related
information dissemination serving the needs of venue MSM
members. The iPOLs were recruited and recommended by
networks of gay community codition partners. The
recommended eligible iPOLs were assessed by 6 questions
about their opinion leadership [20] on HIV/STI information in
the previous 3 months, including how they talked to their friends
about HIV/STIs, how they gave information on HIV/STIs to
their friends, how many people they told about HIV/STIs, how

Figure 1. SampleiPOL platform on Facebook in 2012.
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likely they were to be asked about HIV/STIs, and how they
would respond to their friends about HIV/STIs. A total of 369
men with a high degree of opinion leadership were selected as
iPOL.

The 369 iPOL were trained by HIV/STI experts in the
fundamentals of HIV prevention, socia marketing strategies
for dissemination of innovative ideas, and strategies of risk
reduction and behavior change during a12-week period in 2010.
The online iPOL platform built on Facebook (Figure 1) was
used to scale-up the influence of iPOLs on HIV prevention
among Internet-using MSM. The iPOL platform uses the Web
2.0 2-way communication format on Facebook in which the
iPOLs share and exchange news, video clips, reports, and
opinions, and have the capability to connect with others over
theInternet for advice and support. During theiPOL intervention
period from April through September 2011, 2-way conversations
related to risky behaviors on the online iPOL platform were
reviewed by iPOLs, discussed, and reinforced at subsegquent
iPOL training sessions through the end of 2011. By the end of
2011, there were approximately 432 posts (including film clips,
news, videos, personal accounts, and discussions on risky
behavior), 503 comments, and 804 likes on the iPOL platform,
with an estimated 959,088 peopl e viewing the posts on the i POL
platform.
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Measures

The online survey included demographic information on sex,
age, residency, ethnicity, employment, education (primary or
no forma education, secondary, tertiary, professional
qualification, university, and postgraduate degree), partnership
status (never married, opposite sex marriage, same sex marriage
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or civil partnership, divorced, separated, and widowed), and
sexual orientation. Participants were first asked whether they
had heard about iPOL or the AIDSinformation center, followed
by a series of questions about experiences discussing
HIV-related issues with online friends, reading HIV-related
posts on the Internet, and having online friends talk to them
about HIV-related issues. They were asked about their HIV test
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history (date and result of the last test), recreational drug use,
history of STIs, and sexual behavior in the previous 3 months,
including sexual behavior with males and females, the number
of male and female sexual partners, sexual behavior with online
partners, condom use behavior, unprotected ana intercourse
(UAL), and use of the Internet to look for sex.

Analysis

Statistical analyseswere performed with SPSSversion 17.0 for
Windows software (SPSS Inc, Chicago, IL, USA). HIV
information distribution, HIV testing behavior, and risky
behaviors were the main intervention outcomes. Intervention
effects were assessed 6 months after the intervention.
Between-group differences for primary behavior outcomes
among Internet-using MSM were measured using chi-square
tests at the 6-month follow-up. Mixed-effectslogistic regression
analysis, controlling for the baseline, was used to examine
changes in HIV information dissemination, HIV testing

Ko et al

behavior, and risky behaviors between the intervention and
comparison websites.

Results

Characteristics of the Study Participants

A tota of 1037 men were recruited online, 499 (48.12%) from
theintervention website and 538 (51.88%) from the comparison
website. Significant differencesin demographic characteristics
werefound between the comparison and treatment groups (Table
1). Thesedifferenceswerein age (men in the comparison group
were younger), partnership status (a greater percentage of men
in the comparison group were single), and education (thosein
the intervention group had dightly more years of education).
Behavioral characteristics between the men in the comparison
and intervention websites were similar, except that men enrolled
in the intervention website were more likely to use recreational
drugs, been diagnosed with STls, and be HIV positive than
those in the comparison website.

Table 1. Comparison of demographic and health characteristics between participants in the comparison and intervention (iPOL on Facebook) groups

(N=1037).
Demographic and health characteristics Total® Intervention? Comparison® P value
n=499 n=538

Age (years), mean (SD) 24.8(6.2) 25.8 (6.3) 23.8(5.9) <.001

Residency, n (%)
North 476 (45.90) 231 (46.29) 245 (45.53) .007
Middle 179 (17.26) 67 (13.42) 112 (20.81)
South 345 (33.26) 184 (36.87) 161 (29.92)
East/Archipelagos 37 (3.56) 17 (3.40) 20 (3.70)

Education level, n (%) <.001
High school or less 15 (1.44) 5 (1.00) 10 (1.85)
Some college 214 (20.63) 70 (14.02) 144 (26.76)
College 656 (63.25) 324 (64.92) 331 (61.71)
Postcollege 152 (14.65) 100 (20.04) 52 (9.66)

Partnership status, n (%) <.001
Single 601 (57.95) 246 (49.29) 355 (65.98)
Married (opposite sex) 11 (1.06) 8 (1.60) 3(0.55)
Civil partnership (same sex) 388 (37.41) 228 (45.69) 160 (29.73)
Steady sex partner 37 (3.56) 17 (3.40) 20(3.71)

Sexual behavior, n (%)
Had sex with femalesin the previous 3 months 39 (3.76) 17 (3.40) 22 (4.08) .63
Sought sex on the Internet in the previous 3 months 765 (73.77) 361 (72.34) 404 (75.09) .32
Had online sex partnersin the previous 3 months 543 (52.36) 245 (49.09) 298 (55.39) .046
Consumed recreational drugsin the previous 3 months 206 (19.86) 121 (24.24) 85 (15.79) .001
Diagnosed with STlIsin the previous 3 months 59 (5.68) 40 (8.01) 19 (3.53) .002
HIV positive 51 (4.91) 40 (8.01) 11 (2.04) <.001

@May not add to total because of missing responses.
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Effects of Internet Popular Opinion Leaderson
Dissemination of HIV-Related I nformation

The iPOL intervention had significant effects on the
dissemination of HIV-related information (Table 2). We found
therewas no differencein HIV information distribution between
the comparison and intervention groups at baseline. At the
6-month follow-up after controlling for basdine data,

Ko et al

participants that visited the intervention website were more
likely to access HIV-related information from iPOL or the AIDS
information center (25.49% versus 10.47%, P<.001), to discuss
HIV-related issues with online friends (41.88% versus 23.79%,
P<.001), to read HIV-related posts on the Internet (90.58%
versus 79.73%, P<.001), and to have online friends talking
about HIV-related issues (51.11% versus 31.78%, P<.001) than
those in the comparison group.

Table 2. Intervention effects on HIV information distribution among Internet-using MSM.

QOutcome variables Baseline® n (%) Follow-up, n (%) n=1037 X2 1 P vaue
n=1008
Intervention® Compari son® Intervention® Compari son®
n=501 n=507 n=499 n=538
Ever heard about iPOL or the
AIDS information center on
Facebook?
No N/A N/A 269 (74.51) 453 (89.52) 34.1 <.001
Yes N/A N/A 92 (25.49) 53 (10.47)
Discussed HIV-related issues
with online friends
No 444 (88.62) 461 (90.92) 290 (58.11) 410 (76.20) 38.6 <.001
Yes 57 (11.37) 46 (9.07) 209 (41.88) 128 (23.79)
Read HIV-related posts on the
Internet
No 413 (82.43) 431 (85.01) 47 (9.41) 109 (20.26) 23.8 <. 001
Yes 88 (17.56) 76 (14.99) 452 (90.58) 429 (79.73)
Online friends talked to you
about HIV-related issues
No 413 (82.43) 437 (86.19) 244 (48.89) 367 (68.22) 39.9 <.001
Yes 88 (17.57) 70 (13.81) 255 (51.11) 171 (31.78)

8Thereis no differencein HIV information distribution at baseline between comparison and intervention groups.

bm ay not add to total because of missing responses.

Effects of Internet Popular Opinion Leaderson HIV
Testing and Sexual Behaviors

The iPOL intervention also had partial effects on HIV-related
behavior (Table 3). At the 6-month follow-up after controlling
for baseline data, participants that visited the intervention
website were more likely to have had HIV tests in the past 6

http://www.jmir.org/2013/2/e40/

months (43.89% versus 22.31%, P<.001) and to use a condom
during anal sex with online sex partners compared to the control
website (34.15% vs 26.19%, P=.004). However, there was no
difference in the number of male online anal sex partners, the
number of male partnerswith UAI, and condom use during anal
sex with male sex partners between MSMs visiting the
intervention website and those from comparison website.
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Table 3. Intervention effects on HIV testing and sexual behaviors within the previous 3 months among Internet-using MSM.

Outcome variables Basdline® n (%) Follow-up, n (%) X2 (df) P value
n=1008 n=1037
Intervention® Compari son® Intervention? Compari son®
n=501 n=507 n=499 n=538
Had HIV test in the past 6 months
No 351 (70.05) 360 (71.14) 280 (56.11) 418 (77.69) 54.8 (1) .001
Yes 150 (29.95) 146 (28.86) 219 (43.89) 120 (22.31)
Number of male sexual partners
0 145 (29.00) 145 (28.71) 117 (23.44) 175 (32.52) 9.9(3) .02
1 182 (36.40) 176 (34.85) 170 (34.06) 163 (30.29)
2-5 145 (29.00) 155 (30.69) 176 (35.27) 172 (31.97)
>6 28 (5.60) 29 (5.74) 36 (7.21) 28 (5.20)
Number of male online sex partners
0 283 (56.48) 267 (52.87) 256 (51.30) 247 (45.91) 7.6 (3) .06
1 85 (16.96) 104 (20.59) 72 (14.42) 112 (20.81)
2-5 115 (22.95) 112 (22.17) 148 (29.69) 155 (28.81)
=6 18 (3.59) 22 (4.43) 23 (4.60) 24 (4.47)
Number of male partnerswith unpro-
tected anal sex
0 295 (59.23) 302 (60.15) 279 (55.92) 308 (57.25) 2303 52
1 143 (28.71) 142 (28.28) 144 (28.85) 158 (29.36)
2-5 54 (10.84) 52 (10.35) 66 (13.22) 67 (12.45)
=6 6 (1.20) 6 (1.19) 10 (2.01) 5(0.93)
Condom use during anal sex with
online sex partners
Never 154 (49.67) 160 (48.63) 92 (32.39) 133 (39.58) 13.4(3) .004
Sometimes 49 (15.80) 47 (14.28) 41 (14.43) 72 (21.43)
Most of the time 39 (12.59) 37 (11.24) 54 (19.01) 43 (12.80)
All thetime 68 (21.93) 85 (25.83) 97 (34.15) 88 (26.19)
Condom use during anal sex with
male sex partners
Never 92 (25.92) 100 (27.85) 81 (24.92) 92 (24.79) 3.0(3) 39
Sometimes 75(21.12) 68 (18.94) 68 (20.92) 64 (17.25)
Most of the time 65 (18.31) 60 (16.71) 54 (16.62) 78 (21.24)
All thetime 123 (34.65) 131 (36.49) 122 (37.54) 137 (36.91)

8Thereis no differencein HIV testing and sexual behaviors at baseline between comparison and intervention groups.

bm ay not add to total because of missing responses.

Discussion

The current study extended prior HIV prevention research by
adapting the C-POL model to the Internet. Our study created
an iPOL platform on Facebook for dissemination of HIV
prevention messages by 369 trained POL s on the Internet, and
an estimated 959,088 people viewed the posts on the iPOL
platform within 6 months. The findings of the current study are
consistent with the results of social influence analysis of

http://www.jmir.org/2013/2/e40/
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Facebook users, inthat influential peoplewith influential friends
help spread information [21]. Over 70% of the MSM recruited
online in Taiwan sought sex partners online [22], indicating
that the Internet is an important venue for conducting HIV
prevention programs for MSM [4,22]. Social networks are a
useful tool for supporting people affected by HIV infection and
patients suffering from HIV disease[23]. Interms of using these
social networks for disease support purposes, Facebook shows
a higher usage rate than Twitter [24]. Our study demonstrates
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that the use of iPOL on Facebook to disseminate HIV-related
information to MSM is both promising and practical. The
networking capability and participatory and interactive features
of Facebook can be used to foster solidarity and deepen the
involvement of Internet-using MSM in HIV prevention.

To our knowledge, thisis the first study to measure the effects
of applying the POL intervention model to the Internet. Our
study shows the significant effects of the iPOL intervention on
stimulating conversation about HIV among MSM on social
networks and increasing the use of HIV testing. Consistent with
a previous study in coastal Peru on the effects of a C-POL
HIV/STI intervention on stigma [25], our study showed that
iPOL intervention can significantly increase the dissemination
of HIV-related information and stimulate conversation about
HIV-related risky behaviors in online MSM communities.
Multimedia social marketing campaigns have had a significant
impact on HIV testing uptake [26]. Our study results support
theroleof iPOL interventionin disseminating HIV information
online that could potentialy increase rates of HIV testing,
consistent with similar findingsthat online social network usage
isassociated with increasing HIV testing among homelessyouth
[9]. In the United States, health agencies such as the Centers
for Disease Control and Prevention Twitter Chat and AIDS.gov
have begun using online social networks to inform users about
their STI risks and the services available to them [27]. Using
influential online social networking to increase the number of
conversations about the resources of HIV testing, HIV-related
risks and prevention behaviors can increase awareness of HIV
prevention among Internet-using MSM. Further studies are
needed to develop online HIV intervention with
multiple-language support, evaluate the accuracy of online HIV
information, and document the gaps that exist when searching
for information online.

TheiPOL intervention showed limited effectsin reducing HIV
risky behaviors among Internet-using MSM. The iPOL
intervention can increase condom usage with online sex partners,
but there was no significant effect on reducing the number of
online male sex partners and UAI partners or in increasing
condom use with male sex partners. Our study results were
consistent with those of previous studiesthat demonstrated that
the C-POL intervention for homosexual men in US cities was
effective in increasing condom use during anal intercourse
[28-30], but inconsistent with the C-POL intervention in
decreasing UAI [28,29]. A possible explanation for thisis that

Ko et al

the effective interventions for reducing the number of sexually
risky behaviors of MSM emphasized interpersona skillstraining
and incorporated several delivery methods [31], which cannot
be achieved by increasing the dissemination of HIV information
alone. It is possible that in addition to creating a platform to
exchange HIV information, theiPOL intervention also increased
the possibility of using online social networks to become
acquainted with new friends [32] and seeking potential sex
partners. These findings underscore the importance of
disseminating HIV-related information online, as well as the
challenges inherent in the efforts of iPOL to influence
norm-changing approaches and reduce HIV-related risky
behavior among Internet-using MSM.

Several limitations of this study should be noted. First, because
it was difficult to randomize Internet users to either the
intervention or the control website, this quasi-experimental
study design with anonequival ent control group for comparison
was especially susceptibleto thethreats of cross-contamination
on the effects of iPOLs. To reduce the differences in outcome
variables that existed between groups exposed to the
intervention, participants in the control group who reported
using Facebook as their website for seeking sex partners were
excluded. Second, selection bias resulting from a convenient
cross-sectional design may limit the generalizability of the
research findings. It is difficult to determine whether the study
participants represented the M SM population asawhole or only
those MSM using the Internet. Third, data on HIV testing and
sexual behaviors were self-reported, which is a limitation of
many behavioral studies. Although the study was conducted
anonymously through the Internet, there could <till be
underreporting of sensitive questions, such asHIV status, UA,
or illicit substance use.

In conclusion, an iPOL platform on Facebook was built for
dissemination of HIV prevention messagesby 369 trained POLs,
with an estimated 959,088 people viewing the posts within the
6-month period of intervention. The iPOL intervention had
significant effects on the dissemination of HIV-related
information and on increasing the frequency of HIV testing
among Internet-using MSM. However, the iPOL intervention
had a limited impact on individual risky sexual behaviors.
Adaptation of the POL model to the Internet to stimulate
conversation about HIV and increase HIV testing among M SM
is both effective and promising.
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Abstract

Background: A growing number of health promotion interventions are taking advantage of the popularity and interactivity of
new social mediaplatformsto foster and engage communitiesfor health promotion. However, few health promotion interventions
using socia networking sites (SNS) have been rigorously evaluated. "Queer as F**k"(QAF) began as pilot project in 2010 to
deliver sexual health promotion via short "webisodes' on SNS to gay men. Now in its fifth season, QAF is among the few
published examples internationally to demonstrate the sexual health promotion potential of SNS.

Objective: The objective of this evaluation isto assess reach, interactivity, and engagement generated by QAF to inform future
health interventions and evaluations using SNS.

Methods: We undertook a mixed method process evaluation using an uncontrolled longitudinal study design that compared
multiple measurements over time to assess changes in reach and engagement. We adapted evaluation methods from the health
promotion, information systems, and creative spheres. We incorporated online usage statistics, interviews informed by user
diary-scrapbooks, and user focus groups to assess intervention reach and engagement.

Results: During Series 1-3 (April 2010 to April 2011), 32 webisodes were posted on the QAF Facebook and YouTube pages.
These webisodes attracted over 30,000 views; ranging from 124-3092 views per individual episode. By April 2011, the QAF
Facebook page had 2929 predominantly male fans. Interview and focus group participants supported the balance of education
and entertainment. They endorsed the narrative "soap opera’ format as an effective way to deliver sexual health messagesin an
engaging, informative, and accessible manner that encouraged online peer discussion of sexual health and promoted community
engagement.

Conclusions: QAF offers asuccessful example of exploiting the reach, interactivity, and engagement potential of SNS; findings
from this process evaluation provide a model to inform the delivery and evaluation of future health promotion interventions on
SNS.

(J Med I nternet Res 2013;15(2):625) doi:10.2196/jmir.2334
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Introduction

Background

TheInternet isincreasingly recognized as aplatform for health
communication and education dueto itsenormous and growing
reach and ability to share information unrestricted by
geographical location and time[1-3]. The advent of social media
and Web 2.0 applications like social networking sites (SNS),
blogs, wikis, podcasts, RSS feeds, and online support groups
have revolutionized Internet use and dramatically changed the
nature of online engagement and the cumulativetimeindividuals
spend communicating, interacting, and accessing information.
Eager to capitalize on this potential, many organizations have
developed online health interventions for a variety of health
issues and clinical outcomes [1,4-6], including for HIV
prevention to gay men [7-9] with some reporting positive
outcomes [10-12]. Yet to date, there have been very few
published examples of evaluation of interventions delivered on
SNS[13]; arecent review of sexual health promotion on SNS
found the vast majority of activities are unreported in the
scientific literature and showed limited successin practice[14].
One very recent randomized controlled study in the United
States showed some promising resultsfor SNSasasexual health
education tool [15]. Thistrial aimed to determine the effect of
STI prevention messages delivered to youth via Facebook in
reducing sexual risk behaviors compared to acontrol group that
received news stories via Facebook. Findings showed mild
effects for condom use (intervention 68% vs control 56%,
P=.04) and proportion of sex acts protected by condoms
(intervention 63% vs control 57%, P=.03) at 2-month follow-up;
however, no lasting effects were reported at 6 months.

SNS are of particular interest for health promotion due to their
enormous potentia audiencereach and interactive features. SNS
alow individuals to create online “profiles’ and connect with
other users within the system [16]. SNS act as an “open
communication” channel to foster socia interactions, create
onlinecommunities[17], and allow the sharing of user-generated
content [16]. Previous studies have shown benefits of such
interactive health communication capabilities to enhance
learning [18]. The adaptive and interactive features of Web 2.0
applications like SNS that allow increased user-generated
content have the potential to promote active and engaged
learning [19], whereby users “construct their own knowledge
through socia interaction and exploration” [20]. By encouraging
communication between users or creating “community
dialogue”, SNS have the potential to encourage active learning,
aswell as peer-to-peer learning. These learning strategies have
shown some potential in helping individuals internalize and
process messages and increase knowledge and improve attitudes
and skillsfor HIV prevention and sexual health; however, these
dataarelargely inconclusive[21-23]. Additionally, using social
networking features, interventions are ableto disseminate health
messages quicker through a population when compared to
traditional forms of social marketing [24]. Yet to date, no study
has assessed the relative effect of novel functions of SNS for

http://www.jmir.org/2013/2/e25/

health promotion, and these dimensions present obvious
challenges for both monitoring and evaluating impact.
Additional dimensionsto evaluate SNS-based health promotion
not typically considered in traditional media approaches, such
as user interactions, functions to support interaction, content
quality, and credibility of content have been suggested as useful
tools to help evaluation future interventions in this space [20].

In 2010, we launched “ Queer as F**k” (QAF), an innovative
and novel sexual health promotion intervention using SNS to
target gay men in Victoria, Australia [25,26]. We have
previously published implementation recommendations based
on our experience in the first phase of this project targeting
young people [27]; this paper reports the results of the process
evaluation of QAF over the initial pilot phase (Series 1) and
through the subsequent two series. The aim of this evaluation
is to assess reach, interactivity, and engagement generated by
QAF toinform future health interventions and evaluations using
SNS.

The Queer as F**K Project

QAF originated as one arm of “The FaceSpace Project”, which
tested the delivery of sexual health promation via SNS to two
key at-risk groups: young people aged 16-29 yearsand gay men
inVictoria, Australia[27]. QAF was designed asadramaseries
featuring 4 fictional gay characters, with heath messages
delivered through short “webisodes’ posted on Facebook and
YouTube (see Figure 1), and in accompanying online narrative.
The narratives and health messages were developed during
formative evaluation workshops with members of the target
audience and key stakeholders. Much like a TV drama, this
online dramaseries was made up of sequential and individually
discrete series, each containing a number of webisodes. Series
1 included 10 wehisodes posted on the QAF Facebook and
YouTube pages from April 12 - August 10, 2010. Series 2
contained 12 webisodes posted from October 5 - December 21,
2010, and Series 3 consisted of 12 webisodes posted from
February 16 - April 18, 2011. Between episodes, project staff
posted questions and content daily on the QAF Facebook page
to prompt online discussion about the sexua health issues
embedded in the narrative of the QA F webisodes and encourage
interaction with and between QAF Facebook fans. QAF was
promoted through a mix of online and offline advertising,
including press advertisements (Figure 2) and editorial coverage
in local gay media, Facebook advertisements, updates to fans
through the QAF page, and community engagement at gay
public events.

The project was a collaboration between public health
researchers (Centre for Population Health, Burnet Institute),
experts in user interaction with information technologies
(Department of Computing & Information Systems, University
of Melbourne), a creative productions company (X:Machine),
and a community organization with marketing and production
expertise (Victorian AIDS Council/Gay Men’s Health Centre,
VAC/GMHC).
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The primary aims of QAF were to: (1) explore the extent to
which SNS can reach and engage gay and bisexual men and
improve their knowledge and attitudesto sexual health, and (2)
provide recommendations of appropriate frameworks for
evaluating health promotion interventions delivered via SNS.

Figure 1. Screen shots of Facebook and YouTube.

Pedranaet d

Following the relative success of Series 1, funding to continue
QAF was secured. Over the first three series, sexual heath
promotion topics covered by QAF included sero-discordant
relationships, unprotected sex, post-exposure prophylaxis (PEP)
[28], strategic positioning [29], sexua health testing, coming
out to family, casual hook-ups, HIV disclosure, sero-conversion,
alcohol and recreational drugs, and surrogacy.
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Figure 2. Pressadsin gay community magazine used for promotion of QAF project.
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Methods

Overview

To monitor and evaluate QAF, we undertook a mixed method
process evaluation using an uncontrolled longitudinal study
design comparing multiple measures over timeto assess changes
in reach and engagement. We adapted and combined evaluation
methods from the health promotion (eg, focus groups),
information systems (eg, usage statistics), and creative spheres
(eg, creative/devel opment workshops) to create a dynamic and
appropriate evaluation framework (Multimedia Appendix 1)
[20]. Project reach (who we were ableto recruit) was measured,
as was the level of engagement and interaction (degree of fan
interest and interaction) using repeat measures over time of
website insight statistics, a qualitative diary, and focus groups.
An iterative approach allowed QAF evaluation findingsto feed

http://www.jmir.org/2013/2/e25/
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back into the project implementation and evaluation, with
knowledge gained from previous phases used to improve
intervention delivery. This paper describes process evaluation
outcomesfrom Series 1-3. Evaluation periodswere constructed
around the three series implementation dates (Series 1 = April
1 - August 31, 2010; Series 2 = September 1 - December 30,
2010; Series 3 = January 1 - April 30, 2011), and data were
compared across the three time periods.

Data Collection Methods and Analysis

Website I nsight Statistics (Series 1-3)

Insight statisticswere downloaded from Facebook and YouTube
on aweekly basis, monitored throughout the project, and used
to measure reach, engagement, and interaction. Facebook data
included fan demographics (gender, age group, country where
fan isbased), usage data (unique page views, active users, photo
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views), and total interactions (wall posts, comments, “likes’
per day). Fans refer to people who “like” a Facebook page. A
user was considered “active” by Facebook if they viewed or
engaged with the QAF page or any content on the page.
YouTube data included cumulative number of video views,
demographics, and traffic sources, which described where users
accessed the YouTube channel from. However, Youtube
demographicsdatawere availableonly for logged-in users. The
number and proportion of logged-in users compared to total
users was unreported and thus unknown, yet was thought to be
only asmall proportion [30].

Descriptive analysis of insight statistics assessed reach, ddlivery,
and engagement for the three evaluation periods, and data are
presented individually for all three series and then compared
between Series 1 and Series 2-3 combined.

Diary Scrapbook Activity (Series 1 Only)

A qualitative diary scrapbook activity was chosen to collect
prospective data on engagement and interaction of fans with
the project page and reduce recall biasand improve datavalidity
by providing real-time information [31-33]. The aim was to
provide information surrounding the context of engagement
with QAF and identify potential drivers of participant
engagement for future QAF series. Recruitment occurred
through an online quantitative survey, which was advertised
during Series 1 to all fans of the QAF fan page by posting alink
to the survey on the wall of the QAF Facebook fan page and
via Facebook advertisements; only 188 (14.2%) participants
completed a baseline survey. Survey data reveadled very few
meaningful insights to inform the project or measure impact,
thusthese dataare not reported here. Participants who completed
an online survey and agreed to participate further in evaluations
weretheninvited viaemail to participate in the diary-scrapbook
activity. Participants then attended a face-to-face introductory
briefing, received their diary scrapbook, and signed a parti cipant
and information consent form. The diary scrapbook activity
aimed to gain information about participant engagement with
QAF and involved participantsregularly recording their weekly
activity onthe QAF sitesin adiary-scrapbook for 6 weeks (June

8" - July 20", 2010). After 6 weeks, participants returned their
diary scrapbook viaregular mail and participated in afollow-up
interview in which diary-scrapbook content was used to guide
the interview. Interviews were conducted face-to-face, took
between 30 and 50 minutes, and were audio recorded.
Participantswere reimbursed AUD$100 in cash for participation
in the diary-scrapbook activity. The diary-scrapbook follow-up
interviews were thematically analyzed to assess and
contextualize participant engagement with QAF. Of the 10 men
who agreed to participate in the diary-scrapbook activity, 9
completed the activity and interview. Participants’ age ranged
from 27 to 47 years (medium 38 years). Results for the
diary-scrapbook activity interviews are presented only for Series
1 and presented together with Series 1 focus group data.
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Focus Groups (Series 1-3)

To support website usage data, we conducted a series of
qualitative focus groups to provide more in-depth information
on engagement and interaction through Series 1-3 and explore
the perceived utility of QAF and SNS more generally for sexual
health promotion. Four eval uation focus groups were conducted;
two at the end of Series 1 (November 2010), and one each at
the end of Series 2 (January 2011) and Series 3 (May 2011).
Focus group participants were recruited from the pool of online
survey participants who had agreed to participate in further
evaluation. Focus group schedules included themes regarding
genera usesof SNS, reflectionson QAF (aims, content, website
layout, and characters), strategiesto driveinteraction, and future
improvements. Focus group participants were reimbursed
AUDS$50 in cash for time and traveling costs. All focus group
data were audio recorded and transcribed. Transcripts were
analyzed thematically to assess participant engagement with
QAF[34-36]. Focus group data are presented by seriesand then
compared between Series 1 and Series 2-3 combined. Fourteen
participants attended two Series 1 focus groups. Participants
age ranged from 21 to 46 years (medium 35 years). Thirteen
participants attended two Series 2 and 3 focus groups.
Participants' ageranged from 22 to 46 years (medium 34 years).

Qualitative results from both the diary scrapbook and focus
groups are presented together under “Reach” and “ Engagement
and Interaction”, as emerging themes and findings were largely
shared by both groups. However, under “Engagement and
Interaction”, data are divided into three themes: 1) participant
engagement and interaction with the QAF project, 2) participant
engagement and interaction with the sexual health content of
the QAF project, and 3) barriersto participant engagement and
interaction with QAF project.

Ethics

Ethics approval for this project was obtained from the Alfred
Health Human Ethics Committee.

Results

Series 1 (Pilot): Trailing the Approach
Reach

Facebook Insight Statistics

At the end of the Series 1, QAF had reached 1320 fans. The
majority of fanswere male (80%) and based in Australia (87%)
(Table 1). Around two thirds of male fans were aged 25-44
years (Table 1). There was arapid increase in number of fans
in April-May 2010, coinciding with initial series promotion
(Figure 3). The greatest increase in numbers of fans (from 782
to 1153) coincided with the use of Facebook advertisements
(May 11 —21, 2010) (Figure 3).
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Figure 3. Total fans over time, on QAF Facebook page from Series 1-3.
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YouTube Insight Statistics

Attheend of Series 1, the QAF YouTube Channel had received
7297 video views. The mgjority of logged-in viewersweremale
(92%), located in Australia (72%), and aged 44-54 years (43%)

http://www.jmir.org/2013/2/e25/
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(Table 2). The most popular video was Episode 1, “I've
Never...Felched”, which covered coming out and past sexua
experiences, with 1672 video views. The next most viewed was
Episode 2, “Lady Gaga on a Disco Stick”, which covered drug
use and risky sex, with 1077 views.
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Table 1. Key metrics from the QAF Facebook page usage statistics per series (source: Facebook insights statistics).

Variables Series 1 Series 2 Series 3
Evaluation period April — Aug. Sept. —Dec 2010 Jan. - April 2011
2010
Reach
Total fans at series conclusion (cumulative) 1320 1835 2929
Number of new fans reached 1199 501 1094
n (%) male 1026 (80.3) 1446 (81.5) 2424 (84.7)
Age groups, n (%)
13-17 years 54 (2.2) 34 (2.4) 54 (2.2)
18-24 years 641 (19.1) 272 (18.8) 641 (26.4)
25-34 years 784 (33.0) 500 (34.6) 784 (32.3)
35-44 years 582 (29.8) 399 (27.6) 582 (24.0)
45-54 years 275 (11.9) 184 (12.8) 275 (11.3)
> 55 years 88 (3.9) 57 (3.9) 88 (3.6)
Top countries where fans are based, n (%)
Australia 1115 (87.4) 1493 (85.3) 2504 (88.4)
United States 44.(35) 75(4.3) 107 (3.8)
United Kingdom 41(3.2) 76 (4.3) 91 (3.2)
Other 76 (5.9) 57 (6.1) 132 (4.6)
Engagement and Interaction
Total page interactions 526 942 927
Likes 281 546 495
Comments 205 380 413
Wall posts 40 16 19
Unsubscribes 39 24 10
Unique page views 6105 4898 5771
Video views 2642 9608 9903
hittp://www.jmir.org/2013/2/e25/ JMed Internet Res 2013 | vol. 15 | iss. 2 |25 | p.104
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Table 2. Key metrics from the QAF YouTube page usage statistics per series (source: YouTube insights statistics).

Variables Series 1 Series 2 Series 3
Evaluation period April —Aug. 2010 Sept. — Dec. 2010 Jan. - April 2011
Reach
Total video views per series 7297 9594 14466
Number of views of most popular episode 1672 831 1816
Proportion male (%)% 921 91.2 911
Age group of male fans (%6)2°
13-17 years 0.0 0.0 0.8
18-24 years 6.1 7.3 4.3
25-34 years 8.6 12.6 7.9
35-44 years 211 223 253
45-54 years 43.0 294 375
> 55 years 13.3 19.5 15.3
Top countries where fans are based (%)
Australia 71.6 73.2 67.2
United States 13.7 8.3 9.8
United Kingdom 24 30 4.2
Saudi Arabia® 2.2 44
Engagement and Interaction
New subscribers 79 61 44
Likes 36 70 75
Didlikes 1 0 3
Favorites 17 15 23
Comments 11 9 17
Sharing 0 0 5

#These variables are based on the number of users with a YouTube profile, which account for only asmall proportion of the total sample, thus caution

should be taken when interpreting these results.
bPercentag&s of male fans only; so do not add up to 100%.

%In Series 3, Saudi Arabiatook over the United Kingdom as the third country with most video views.

Diary Scrapbook Activity and Focus Groups

The majority of participants reported first finding out about
QAF from Facebook advertisements. Facebook advertisements
appeared to be more effective at attracting fans than any other
form of promotional materials, including advisements in gay
media (Figure 2); although a few people became aware of the
project through their online social networks: “I came in at
Episode 4, afriend shared it with me on Facebook, and then |
got hooked!” (focus group participant). Some participants
described barriersto project reach, which were largely focused
around the limitations of the medium/platform in which the
intervention was delivered, reporting that they either did not
notice the QAF project’s presence on Facebook among the other
traffic or did notice the QAF project but their attention was
quickly directed to one of the many other activities on Facebook:
“There’'s so much stuff [on Facebook] that is released all the

http://www.jmir.org/2013/2/e25/

time ... even if you design something really good, it's released
into this huge noise of material that’s released every day, every
hour” (diary participant) and “With 300 odd friends on your list
[on Facebook], the posts [on Facebook] go through very fast
... Soyou don't always get to seeit” (diary participant).

Engagement and | nteraction

Facebook Insight Statistics

At the end of Series 1, the QAF page had received 6105 unique
page views, 2642 individual video views, and 526 page
interactions, including 281 likes, 205 comments, and 40 wall
posts (Table 1). There were peaks in active users and unique
pages views during the early stages of implementation,
particularly during the initial promotion period (April-May
2010), then a plateau throughout the rest of the series (Figure
4). The peaks in page interactions coincided with webisode
postings (Figure 5).
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Figure 4. Total number of weekly and monthly active fans, on QAF Facebook page from Series 1-3.
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Figure 5. Total number of unique page interactions (includes wall posts, comments, and ‘likes') over time, on QAF Facebook page from Series 1-3.
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YouTube Insight Statistics

The QAF YouTube channel had received 7297 video views by
the end of Series 1, which, along with the 79 subscriptions to
the channel, 36 likes, and a small proportion of comments and
favorites the page received, provided evidence of user
engagement and interaction (Table 2).The comments from fans
were largely positive and included quotes such as “Very cute!
That scene would bereally funny if they were all drinking VB
[beer]”, “OMG! | love this parody!”, and “Very funny”.

Diary Scrapbook Activity and Focus Groups
Participant Engagement and I nteraction With the QAF
Project

Parti cipants reported the main reason for visiting and interacting
with the QAF page wasto watch the webi sodes. They described
the webisodes as interesting and engaging and liked the
interactive web-based soap-opera style. They also commented
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positively on the quality of the content produced: “1 found the
videos really interesting and the videos were well produced ...
that was the thing that drove me to go back [to the page] afew
times’ (diary participant), “1 went back just to watch the videos,
| found them really good” (diary participant), and:

| felt comfortable watching it, it was entertaining. |
didn’t get the sexual health message at first, it'squite
subtle. Entertaining to watch which kept my interest.
[focus group participant]

Participant Engagement and Interaction With the Sexual
Health Content of the QAF project

Participants also describe how they liked the subtlety and realism
of the content of the webisodes. They also discussed how the
style of the presentation of the sexual health information (via
video), made them feel comfortable to engage with the project:
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I mean [the episodes] are digestible, they're good.
They show a true side to gay friends

getting together and talking about probably what
some people would see astrivial thingsin our lives,
but they're actually real things in our lives. [diary
participant]

| likeit because I'm comfortable watching it. But I'm
also uncomfortable at times. There are certain
episodes that break me, but | can relate to those
episodes because | know peoplewho would react like
that. [focus group participant]

| respond better and like it because it's subtle, it's

not rammed down your throat. | wouldn't respond

well if it was rammed down my throat. [focus group

participant]
Some participants also discussed how they thought QAF
provided the gay community with an opportunity to discuss
sexual health content on Facebook with peers, which was a
positive step: “I think congratulations, it's a really useful tool
for the community that allows them to interact, and talk about
subjectsthat | don’t think really exist so there’'sareal need for
it” (diary participant).

Barriersto Participant Engagement and I nteraction With
the QAF Project

Although most participants expressed initial enthusiasm for the
project, they described that after a few episode they tended to
loseinterest. There weretwo main reasons cited for not returning
to the QAF Facebook page. First, the QAF Facebook page was
not very visiblein the large amount of traffic occurring on their
Facebook newsfeeds. Second, the frequency of webisode posts
without sufficiently engaging additional content on the QAF
page was a barrier to coming back:

The long wait between episodes and the length...it's
easy to forget about the project. And there was almost
no reason to go back ... | probably watched two or
threetimesand that wasit ... [focus group participant]

Pedranaet d

When | first signed up to it, | probably went on two
or threetimesin that first week and then

it was just like totally forgotten about. [focus group

participant]
Participants also reported that the public nature of Facebook
meant they were careful about what they commented on because
it would show up in their status updates. Some participants
guestioned the suitability/appropriateness of Facebook as a
forum for discussing sexual health: “Maybe it was a bit odd,
talking about [sexual health issues] on Facebook...it'snot really
the right forum, like you're not in the mind space to be talking
about thiskind of stuff” (diary participant) and “1 didn’t really
even necessarily have areason to interact. | don’t know why ...
Theway [QAF] isdoesn’t really seem like asocial site” (diary
participant).

| don’t know that Facebook lends itself to sexual
health promotion in some ways ... | tend to engage
on Facebook as a communicative method to keep in
touch with my friends. But there are interests and
causes that | like pages for ... like a justice cause ...
| can't see how sexual health fitsinto either of those.
[focus group participant]

Some participants acknowledged that their usua habits or
interactions on Facebook dictated the extent of their engagement
with the QAF page, not necessarily the content of the project:
“l tend not to comment a lot on Facebook anyway. The only
times| tend to comment on peopl € s various updates and things
is if I know them particularly well” (diary participant) and
“Normally | wouldn’t write comments[on Facebook fan pages],
I’d normally just ‘like’ something” (diary participant).

Series 2 and 3 —Increasing Reach and Engagement

Building on the success of the Series 1 pilot and aiming to
capitalize on the existing fan base, QAF continued into further
series. Several changes were made to the subsequent series
based on evaluation findings from Series 1 (Table 3).

Table 3. Changes made to QAF project implementation following evaluation of Series 1 pilot.

Challenges from Series 1

Changes for subsequent series

Plateau of new fans reached by mid-season

Infrequent & irregular timing of episode releases

Decrease in return of fans to pages

Discussions on Facebook about the webisodes or sexual health issueswas
minimal, communication still largely one-way

Introduction of new characters to increase/sustain engagement

Twelve episodes, posted every Wednesday at midday; compared to almost
every 2 wks on no particular day in Series 1

Intensified use of Facebook advertisements to target self-identified gay
men

Using dramatic themes in episodes to elicit organic user-led discussion
about sexual health

Reach

Facebook Insight Statistics

There was a steady increase in fans throughout Series 2 and a
sharp increase mid-way through Series 3 (Figure 3). By theend
of Series 2, QAF had gained 501 fansin addition to those from
Series 1 (38% increase from Series 1) to total of 1835 fans. By
the end of Series 3, this had reached 2929 fans (59% increase

http://www.jmir.org/2013/2/e25/

from Series 2). Fans continued to be predominantly male.
However, the proportion of younger fansincreased in Series 3
(Table 1). While fans remained predominantly based in
Australia, by the end of Series 3, there were QAF fansin over
18 other countries. The total number of video views increased
dramatically over Series 2 and 3 compared to the first series.
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YouTube Insight Statistics

At the conclusion of Series 3, the QAF YouTube channel had
received 31,357 video views. Compared to Series 1, QAF
increased its video views in both series. 9594 views (31%
increase) by the end of Series2 and 14,466 views (98% increase)
by the end of Series 3. YouTube viewers (logged-in viewers)
remained predominantly male, resided in Australia, and were
older at 35-54 years (65%) compared to Facebook fans (Table
2). The QAF YouTube channel received almost a third of their
viewsfrom other countries; including the United States, United
Kingdom, and Saudi Arabia (Table 2).The most popular videos
were those of Series 1, with the most popular being Episode 5,
“Sex text ... call Aaron for a good time”, which deals with
multiple sex partners and received 3092 individual video views.

Pedranaet d

Engagement and | nteraction

Facebook Insight Statistics

Compared to Series 1, video views and page interactions,
including wall posts, comments, and likes, increased during
Series 2 and 3 and displayed a very different dynamic (Figures
5 and 6). Figure 6 clearly demonstrates the increased
engagement with the videos over Series 2-3, while Figure 5
shows increased interaction with the page, evident by increases
in both wall posts, comments, and likes compared to Series 1.
There were similar increases in the proportion of active fansin
Series 2 and 3 compared Series 1 (Figure 4). By the second half
of Series 3 (Mar.-April 2011), between 50%-70% of fanswere
active users, interacting with the page at least monthly.

Figure 6. Total number of weekly video views, on QAF Facebook page from Series 1-3.
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YouTube Insight Statistics

By the end of Series 3, the YouTube channel had received over
30,000 video views acrossall thethree series, ranging from 124
to 3092 views per individual episode. Compared to Series 1,
the page received increased numbers of fan subscriptions and
numbers of likes, comments, and favorites, and by Series 3,
fans had begun sharing the QAF videos with their friends,
further evidence of user engagement (Table 2). Commentsfrom
fans over Series 2-3 progressively went beyond simply
endorsing the videos as “funny” as seen in Series 1, and began
to discuss and debate the sexual health content of the videos
with other users, again evidence of user interaction with both
the medium and content. Examples of these commentsinclude:
“1 don't know if that'strue. HIV isabig issue, and abig killer,
but it's a surprisingly ineffective virus in terms of infecting
people, asin, compared to the common cold etc.”, “HIV isn't
going to infect people at any opportunity ... still important to
be safe, but chances of contracting it when practicing safe sex
arevery low”, and:

http://www.jmir.org/2013/2/e25/

RenderX

| think the HIV+ guy should have been honest straight
up, and then let the other guy decide for himself
whether he was willing to take the risk. Personally |
would still have safe sex with him, but | would most
certainly be angered if | was put at risk without my
knowledge. It's not fair on your partner to keep them
in the dark about something which could result in
their death.

Focus Groups

Results from the two focus groups at the end of Series2 and 3
are presented together, as they covered similar themes.
Comments were not necessarily restricted to specific series.

Participant Engagement and Interaction With the QAF
Project

Similar to Series 1, participants' engagement and interaction
with the QAF project were based around the webisodes. Again
participants commented that the high production values and the
bal ance between entertainment and education kept them engaged
through subsequent series. Participants also reported that the
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regular format of posting videos once a week on the same day
and the introduction of new characters, including popular
celebrities, helped keep them interested and engaged with the
project: “It's good for its entertainment value, and the episodes
are short and don't take long to watch, so don’t have to keep
my interest for too long. | liked the subplot with Brendan's
mum, Denise Scott, and her coming to termswith Brendo being
gay” (Series 2 focus group participant), “Yep. It gets a bit
ridiculoustrying to put amessage into every episode. Some are
just purely entertaining” (Series 2 focus group participant), and
“The fact the QAF could fill out a screening at the queer film
festival means it must be very engaging” (Series 3 focus group
participant).

Participant Engagement and Interaction With the Sexual
Health Content of the QAF Project

Parti cipants described how they continued to engage and interact
with the project throughout subsequent series due to realistic
portrayal of the characters and relatable scenarios depicted in
the QAF. Participants also were easily able to recall the
characters and storylines from the previous series, further
evidence of engagement with QAF: “My first impression was
that it was an interesting but positive portrayal of gay culture.
It had real peoplein it, people | would know.” (Series 3 focus
group participant), “I've been in a situation exactly like that,
that’s how readlistic it was’ (Series 2 focus group participant),
and:

| think people can relate to Brendan’s vulnerability.
And it's a rational message about PEP — telling
people that it needs to be taken within 72 hours, and
you haveto takeit for 28 days. It wasn't preachy, just
realistic. [Series 3 focus group participant]

The one with the altercation on the kitchen floor, |
hated that one, it clearly sticksin my mind. When he
finds out the guy he’ s been seeing is positive. It'smost
memorablefor me’ [Series 3 focusgroup participant]

Some participants al so described how QAF provided them with
an opportunity to discuss sexual health issues with their peers.
They also described how these discussions that occurred on the
page with other fans and with the QAF project made them feel
involved and “gave them a voice’: “It encourages you to talk
about your sex life. I've spent years of not talking about my sex

life with anybody” (Series 2 focus group participant) and:

| like that | can also share it with my friends, both
gay and straight. It opens up communication with
people who aren’t necessarily part of the target
audience. It's a good discussion point with friends,
everyone has different opinions so it's great to have
a discussion about it. [Series 3 focus group
participant]

| didn’t know a great deal about PEP, so that episode
made me find more information about it and share
that with my friends who had never even heard about
it. So it provided me with new knowledge. Also that
it shows that you can have HIV+ve/-ve relationships
and showing theseina ‘normal’ positivelight, | think
it's great education in that way. | like the way that
was handled. [Series 3 focus group participant]

http://www.jmir.org/2013/2/e25/
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Barriersto Participant Engagement and I nteraction With
QAF Project

Similar to Series 1, some participantswere still not comfortable
with interacting with the page and preferred to just to view the
videos or discussions, while others appear to still be engaged
with the project but simply chose not to interact with others on
the page:

| just watch it. | don't read the discussions or
comment. | only look when | remember, sometimes |
forget about it, maybe it's not in my face enough.
[Series 3 focus group participant]
Some episodes that |’ ve really enjoyed and engaged
with and so | read the discussions. But I'm not at a
point where I’ ll write on the discussions, | don't feel
comfortable putting my view across with my name
and photo there. But | do discuss heavily the big
issues that come out of the episodes with friends, for
examplethe onewhere he comes out about being HIV
positive. [Series 2 focus group participant]
The public nature of Facebook remained a concern throughout
the subsequent seriesand was a potential barrier for some people
to engage/interact with the project:

| think it's missing a website, there needs to be a
website for those who don't use Facebook or YouTube
or who want it to be more private. A website would
be easy to access and could be anonymous, that could
further engage people. [Series 3 focus group
participant]

Discussion

The QAF project isamong the first published examples of how
to develop, implement, and evaluate an online sexual health
promotion intervention on SNS [14]. This process evaluation
of apilot study that devel oped into a sustained health promotion
project demonstrates how an iterative and reflexive approach
to health promotion interventions can be applied successfully
to new media. While many organizations are using SNS for
health promotion, the majority are not effectively exploiting
SNS functions to engage their target audiences [14]. With the
sustained number of fansand increasing engagement over time,
QAF provides a useful model for devel oping health promotion
interventions on SNS.

Reach

Within a relatively short period, the QAF project managed to
reach almost 3000 fans and received over 30,000 videos views.
While these numbers may not appear large considering the
popularity of SNS[37] and the ability for “viral” spread, when
considered against other sexua health promotion activitiesbeing
delivered on Facebook (median of 327 fans, range 15-111,391)
and other SNS[14], it is considerable.

Acrossthethree series, the reach of QAF continued to increase.
The most successful promotion tool for reaching potential fans
was Facebook adverti sements, which enabled targeting of fans
by age, geographical location, and sexual orientation (ie,
“Interested in” males or females). Mid-way through Series 3,
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Facebook enhanced the targeting capabilities for their
advertisements, enabling the targeting of friends of current fans.
This resulted in a substantial boost in fan numbers with no
additional effort regquired by the project team. Furthermore,
although promotion efforts were focused locally, viewers from
over 50 countrieswere reached, including a considerable number
of Facebook fansand YouTube viewersfrom the United States,
United Kingdom, and Saudi Arabia. This result highlights the
huge multijurisdictional potential reach of SNS.

Engagement and I nteraction

A key aim of QAF wasto explore the use of SNS as a space for
engaging gay men in interactive sexual health promotion. This
evaluation showed ongoing and increasing participant
engagement with QAF across series, as measured through a
variety of methods. Fans engaged primarily with the short
webisodes in which health promotional messages were
embedded, highlighting the utility of video content in engaging
fans but also in delivering health messages. Key reasons for
fans returning to the site and continuing to engage with the
project included the format (video drama series), the content
(redlistic, relatable, subtle), the quality (high production values),
and the entertainment-education or “Edutainment” approach
[38]. Theseresults demonstrate the benefits of interactive health
communication to engage users on health topics, particularly
on sensitive issues such as sexual health, as evidenced by the
rich qualitative data presented in thisevaluation. Similar findings
have been described elsewhere [18-20]. Furthermore,
“Edutainment” has emerged as a popular approach [39,40] for
increasing “functional” learning through content that both
entertains and educates [38].

These attributes place further emphasis on the quality and
credibility of content produced in these spaces, as SNSrely on
users ability to assessthe usefulness, utility, and trustworthiness
of content before they choose to engage [20]. Throughout this
evaluation, qualitative data highlighted how participant
engagement and interaction were heavily dependent on the
credibility of the video content. This evaluation provided some
evidence of the importance of these attributes, as participants
consistently described the high production quality of the
webisodes, in combination with the realistic characters and
storylines as key factors in maintaining their engagement.
Participants also described how the QAF Facebook page
provided both impetus and space for online discussions with
peers and encouraged interactions between fans. Project staff
(data not reported here) also noted that by the end of Series 3,
less promoting and probing were required by project staff as
fansbegan initiating discussions and debate around sexua health
topics and ongoing user-led discussions became more routine.
Given the volume of content produced on SNS, intervention
designers must carefully consider the quality and credibility of
content if they are to be successful in reaching and engaging
their audiencein asustained manner. Other similar studieshave
used different methods for building community engagement
through online social networks, with aUS-based study choosing
to pay community members rather than research project staff
to engage their peersin HIV prevention efforts [15].
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This evaluation exposed a number of potential barriers to fan
engagement. Concerns about privacy and the public nature of
Facebook inhibited some people from engaging with the project.
Privacy has been identified previoudly [16,41] as a key barrier
to engaging groups in an online environment, particularly on a
SNS where there is a lack of anonymity and limited capacity
to provide confidentiality for participants. One important
consideration here is the different opportunity that SNS can
provide for different “types of users’ (ie, The Creator, The
Critic, The Spectator)[42-44] to engage in a way that is
comfortable to them. More in-depth evaluation designs,
including more detailed content analyses of discussions that
occurred on the QAF page, may offer insights to understand
the characteristics and online behaviors of different types of
users. Disaggregating analyses of outcome data may aso help
determine what effects the depth of user engagement may have
on overall impact of theintervention. For example, arefansthat
interact at a high frequency more likely to modify behavior or
have greater awareness of the health issue than other fans?

The success of SNS and other online applications to provide
opportunities for online communities to form, often created
through shared beliefs and values, has resulted in enthusiastic
socializing and network building [44]. Exploiting the
functionalities of SNSto increase engagement with interventions
and excite socia activity around topics such as sexual hedlthis
an important step to potentially enhance the impact of such
interventions on behavioral and attitudinal change [45].

Evaluation Learnings

A number of key evaluation learnings emerged from thisproject.
The combination of different evaluation methodol ogies (usage
statistics, diary-scrapbook activity, focus groups) provided a
rich mix of quantitative and qualitative data enabling assessment
of reach, interaction, and engagement. The SNS platform
enabled close monitoring of user interaction with QAF via
websiteinsight statistics, which included common website usage
metrics (ie, number of fans, likes, comments, wall posts, and
shares, including changes over time). As suggested by Bennet
and Glasgow (2009) [3], it is vital that researchers working in
thisareadevelop akey set of metricsfor the monitoring of social
mediaand SNS. A recent report by Gordon (2011) [46] suggests
a simple framework for planning and reporting social media
metrics—SEE, SAY, FEEL, DO—which categorizes website
usage metrics into meaningful groupsto help plan and measure
combination campaigns. With the focus of many publically
funded health promotion interventions on impact, oneimportant
challenge for future evaluations will be to ensure that enough
emphasisis placed on the importance of process evaluation. A
detailed process evaluation was crucia for the success of QAF
and provided detail ed understanding of the key elements of the
intervention and the SNS platform that drove reach and
engagement with the intervention.

Limitations

Thereare several limitationsto this evaluation. Usage datawere
not always complete nor provided as raw data, thus limiting
further datamanipulation, analysis, or comparisonsacross SNS
platforms or across other interventions. There were only small
numbers of participantsin the diary-scrapbook activity and the
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focus groups, and those that chose to participate may be fans Conclusions

more engaged with QAF. Finally, given the limited resources « Queer as F**k” isone of the first published examples of how
availableto implement and evaluate QAF, adetailed qualitative )" 4o/ op, implement, and evaluate an online intervention
content analysis of the QAF Facebook page for Series 110 3 yqivering sexual health promotion on SNS. QAF reached a
was not feasible. This also limited our ability to undertake an o stantial number of fans over asustained period and continued

analysis of how learnings can be passed on through people’s 4 jnrease reach and user engagement and interaction over
onlinesocial networks. Such datawould providefurtherinsights i An iterative approach to project development

regarding enhancing participant engagement and reach for such 1 ementation, and eval uation allowed ongoing improvements

sexud hedth programs through SNS. However, such an 4 project delivery and expanded reach and engagement to gay
evaluation is planned for subsequent series now that additional o in these important social networking spaces
evaluation funding has been secured. '

Acknowledgments

We acknowl edge the assistance of Phuong Nguyen for her work in data collection and analysis.

Alisa Pedrana receives funding from the Australia Government through a National Health and Medical Research Council
(NH&MRC) Public Health Postgraduate Scholarship and the Sidney Myer Health Scholarship. Margaret Hellard receives funding

from the NH&MRC as a senior research fellow. The authors gratefully acknowledge the Victorian Department of Health for
providing fundsto support this study and the contribution to thiswork by the Victorian Operational I nfrastructure Support Program.

Authors Contributions

All authors were involved in the design and implementation of the QAF project. AP led the conception, preparation, and review
of this manuscript. MS, JG, and MH were involved in manuscript conception and preparation. NA, SH, SC, JA, OL, and CB
reviewed the manuscript.

Conflictsof Interest
None declared.

Multimedia Appendix 1
Development and evaluation framework for the QAF Project.

[PDFE File (Adobe PDF File), 264KB - jmir_v15i2e25_appl.pdf ]

References

1.  Noar SM, Black HG, Pierce LB. Efficacy of computer technology-based HIV prevention interventions: a meta-analysis.
AIDS 2009 Jan 2;23(1):107-115. [doi: 10.1097/QAD.0b013e32831c5500] [Medline: 19050392]

2. Noar SM, Clark A, Cole C, LustriaML. Review of interactive safer sex Web sites: practice and potential. Health Commun
2006;20(3):233-241. [doi: 10.1207/s15327027hc2003 3] [Medline: 17137415]

3. Bennett GG, Glasgow RE. The delivery of public health interventions via the Internet: actualizing their potential. Annu
Rev Public Health 2009;30:273-292. [doi: 10.1146/annurev.publhealth.031308.100235] [Medline: 19296777]

4.  Kirsch SE, Lewis FM. Using the World Wide Web in health-related intervention research. A review of controlled trials.
Comput Inform Nurs 2004;22(1):8-18. [Medline: 15069844]

5.  LevineD, McCright J, Dobkin L, Woodruff AJ, Klausner JD. SEXINFO: a sexual health text messaging service for San
Francisco youth. Am J Public Health 2008 Mar;98(3):393-395. [doi: 10.2105/AJPH.2007.110767] [Medline: 18235068]

6.  Swendeman D, Rotheram-Borus MJ. Innovation in sexually transmitted disease and HIV prevention: internet and mobile
phone delivery vehicles for global diffusion. Curr Opin Psychiatry 2010 Mar;23(2):139-144 [FREE Full text] [doi:
10.1097/Y CO.0b013e328336656a] [Medline: 20087189]

7.  Rhodes SD, Hergenrather KC, Duncan J, Vissman AT, Miller C, Wilkin AM, et a. A pilot intervention utilizing Internet
chat roomsto prevent HIV risk behaviors among men who have sex with men. Public Health Rep 2010;125 Suppl 1:29-37
[FREE Full text] [Medline: 20408385]

8.  Hightow-Weidman LB, Pike E, Fowler B, Matthews DM, Kibe J, McCoy R, et al. HealthM powerment.org: feasibility and
acceptability of delivering an internet intervention to young Black men who have sex with men. AIDS Care
2012;24(7):910-920. [doi: 10.1080/09540121.2011.647677] [Medline: 22272759]

9. Rosser BR, Oakes JM, Konstan J, Hooper S, Horvath KJ, Danilenko GP, et a. Reducing HIV risk behavior of men who
have sex with men through persuasive computing: results of the Men's INTernet Study-11. AIDS 2010 Aug
24;24(13):2099-2107 [FREE Full text] [doi: 10.1097/QAD.0b013e32833c4ac7] [Medline: 20601853]

http://www.jmir.org/2013/2/e25/ JMed Internet Res 2013 | vol. 15 | iss. 2 [e25 | p.111
(page number not for citation purposes)


https://jmir.org/api/download?alt_name=jmir_v15i2e25_app1.pdf&filename=b8b4c5a17c532d8a6a63a69d8f171cbc.pdf
https://jmir.org/api/download?alt_name=jmir_v15i2e25_app1.pdf&filename=b8b4c5a17c532d8a6a63a69d8f171cbc.pdf
http://dx.doi.org/10.1097/QAD.0b013e32831c5500
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19050392&dopt=Abstract
http://dx.doi.org/10.1207/s15327027hc2003_3
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17137415&dopt=Abstract
http://dx.doi.org/10.1146/annurev.publhealth.031308.100235
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19296777&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15069844&dopt=Abstract
http://dx.doi.org/10.2105/AJPH.2007.110767
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18235068&dopt=Abstract
http://europepmc.org/abstract/MED/20087189
http://dx.doi.org/10.1097/YCO.0b013e328336656a
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20087189&dopt=Abstract
http://europepmc.org/abstract/MED/20408385
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20408385&dopt=Abstract
http://dx.doi.org/10.1080/09540121.2011.647677
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22272759&dopt=Abstract
http://europepmc.org/abstract/MED/20601853
http://dx.doi.org/10.1097/QAD.0b013e32833c4ac7
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20601853&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Pedrana et a

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

Free C, Knight R, Robertson S, Whittaker R, Edwards P, Zhou W, et al. Smoking cessation support delivered via mobile
phone text messaging (txt2stop): a single-blind, randomised trial. Lancet 2011 Jul 2;378(9785):49-55 [FREE Full text]
[doi: 10.1016/S0140-6736(11)60701-0] [Medline: 21722952]

Grimley DM, Hook EW. A 15-minute interactive, computerized condom use intervention with biological endpoints. Sex
Transm Dis 2009 Feb;36(2):73-78. [doi: 10.1097/0L Q.0b013e31818eea81] [Medline: 19125141]

Lange A, Rietdijk D, Hudcovicova M, van de Ven JP, Schrieken B, Emmelkamp PM. Interapy: a controlled randomized
trial of the standardized treatment of posttraumatic stressthrough theinternet. JConsult Clin Psychol 2003 Oct; 71(5):901-909.
[doi: 10.1037/0022-006X.71.5.901] [Medline: 14516238]

GuseK, Levine D, Martins S, LiraA, Gaarde J, Westmorland W, et a. Interventions Using New Digital Mediato Improve
Adolescent Sexual Health: A Systematic Review. The Journal of adolescent health : official publication of the Society for
Adolescent Medicine 2012. [doi: 10.1016/j.jadoheal th.2012.03.014]

Gold J, Pedrana AE, Sacks-DavisR, Hellard ME, Chang S, Howard S, et al. A systematic examination of the use of online
socia networking sites for sexual health promotion. BMC Public Health 2011;11:583 [FREE Full text] [doi:
10.1186/1471-2458-11-583] [Medline: 21777470]

Bull SS, Levine DK, Black SR, Schmiege SJ, Santelli J. Social media-delivered sexua health intervention: a cluster
randomized controlled trial. Am J Prev Med 2012 Nov;43(5):467-474. [doi: 10.1016/j.amepre.2012.07.022] [Medline:
23079168]

Boyd D, Ellison N. Social network sites: Definition, history, and scholarship. Journal of Computer-M ediated Communication
2007;13(1):210. [doi: 10.1111/j.1083-6101.2007.00393.X]

Harrison R, Thomas M. Identity in Online Communities: Social Networking Sites and Language Learning. I nternational
Journal of Emerging Techologies and Society 2009;7(2):109-124.

Robinson TN, Patrick K, Eng TR, Gustafson D. An evidence-based approach to interactive health communication: a
challenge to medicine in the information age. Science Panel on Interactive Communication and Health. JAMA 1998 Oct
14;280(14):1264-1269. [Medline: 9786378]

Kamel BoulosMN, Wheeler S. The emerging Web 2.0 social software: an enabling suite of sociable technologiesin health
and health care education. Health Info Libr J2007 Mar;24(1):2-23. [doi: 10.1111/j.1471-1842.2007.00701.x] [Medline:
17331140]

O'Grady L, Witteman H, Bender JL, Urowitz S, Wiljer D, Jadad AR. Measuring the impact of a moving target: towards a
dynamic framework for evaluating collaborative adaptive interactive technologies. J Med Internet Res 2009;11(2):€20
[FREE Full text] [doi: 10.2196/jmir.1058] [Medline: 19632973]

Tolli MV. Effectiveness of peer education interventions for HIV prevention, adolescent pregnancy prevention and sexual
health promotion for young people: a systematic review of European studies. Health Educ Res 2012 Oct;27(5):904-913.
[doi: 10.1093/her/cys055] [Medline: 22641791]

Williamson LM, Hart GJ, Flowers P, Frankis JS, Der GJ. The Gay Men's Task Force: the impact of peer education on the
sexual health behaviour of homosexual men in Glasgow. Sexually Transmitted Infections 2001 Dec;77(6):427-432 [FREE
Full text]

Johnson WD, Diaz RM, Flanders WD, Goodman M, Hill AN, Holtgrave D, et a. Behavioral interventions to reduce risk
for sexual transmission of HIV among men who have sex with men. Cochrane Database Syst Rev 2008(3):CD001230.
[doi: 10.1002/14651858.CD001230.pub2] [Medline: 18646068]

Rogers EM. Diffusion of Innovations 5th ed. In: Diffusion of innovations. New York: Free Press; 2003.

Victorian AIDS Council/Gay Men's Health Centre. Being Brendo (formally known as Queer as F**k).: Facebook; 2013.
URL: https://www.facebook.com/BeingBrendo?fref=ts [accessed 2013-01-30] [WebCite Cache ID 6E3eQ6ijp]

Victorian AIDS Council/Gay Men's Health Centre. Being Brendo (formally known as Queer as F**k).: YouTube; 2013.
URL: http://www.youtube.com/user/QueerAskFxxk [accessed 2013-01-30] [WebCite Cache ID 6E3f4v2cl |

Gold J, Pedrana AE, Stoove MA, Chang S, Howard S, Asselin J, et al. Devel oping health promotion interventions on social
networking sites: recommendationsfrom The FaceSpace Project. JMed Internet Res 2012;14(1):e30 [FREE Full text] [doi:
10.2196/jmir.1875] [Medline: 22374589]

Pierce AB, YohannesK, Guy R, Watson KM, Armishaw J, Price B, et a. HIV seroconversions among mal e non-occupational
post-exposure prophylaxis service users: adata linkage study. Sex Health 2011 Jun;8(2):179-183. [doi: 10.1071/SH10063]
[Medline: 21592431]

Kaoblin BA, Chesney MA, Husnik MJ, Bozeman S, Celum CL, Buchbinder S, et al. High-risk behaviors among men who
have sex with men in 6 US cities: baseline data from the EXPLORE Study. American journal of public health. Jun
2003;93(6):926-932.

Horowitz B. Creators, Synthesizers, and Consumers. 2006. URL: http://blog.el atabl e.com/2006/02/

creators-synthesi zers-and-consumers.html [accessed 2012-11-05] [WebCite Cache ID 6BwgHGIL{]

Horvath KJ, Beadnell B, Bowen AM. A daily web diary of the sexual experiences of men who have sex with men:
comparisons with aretrospective recall survey. AIDS Behav 2007 Jul;11(4):537-548. [doi: 10.1007/s10461-007-9206-y]
[Medline: 17318430]

http://www.jmir.org/2013/2/e25/ JMed Internet Res 2013 | vol. 15 | iss. 2 €25 | p.112

(page number not for citation purposes)


http://europepmc.org/abstract/MED/21722952
http://dx.doi.org/10.1016/S0140-6736(11)60701-0
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21722952&dopt=Abstract
http://dx.doi.org/10.1097/OLQ.0b013e31818eea81
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19125141&dopt=Abstract
http://dx.doi.org/10.1037/0022-006X.71.5.901
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=14516238&dopt=Abstract
http://dx.doi.org/10.1016/j.jadohealth.2012.03.014
http://www.biomedcentral.com/1471-2458/11/583
http://dx.doi.org/10.1186/1471-2458-11-583
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21777470&dopt=Abstract
http://dx.doi.org/10.1016/j.amepre.2012.07.022
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23079168&dopt=Abstract
http://dx.doi.org/10.1111/j.1083-6101.2007.00393.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=9786378&dopt=Abstract
http://dx.doi.org/10.1111/j.1471-1842.2007.00701.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17331140&dopt=Abstract
http://www.jmir.org/2009/2/e20/
http://dx.doi.org/10.2196/jmir.1058
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19632973&dopt=Abstract
http://dx.doi.org/10.1093/her/cys055
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22641791&dopt=Abstract
http://sti.bmj.com/content/77/6/427.full.pdf
http://sti.bmj.com/content/77/6/427.full.pdf
http://dx.doi.org/10.1002/14651858.CD001230.pub2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18646068&dopt=Abstract
https://www.facebook.com/BeingBrendo?fref=ts
http://www.webcitation.org/6E3eQ6ijp
http://www.youtube.com/user/QueerAsFxxk
http://www.webcitation.org/6E3f4v2cL
http://www.jmir.org/2012/1/e30/
http://dx.doi.org/10.2196/jmir.1875
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22374589&dopt=Abstract
http://dx.doi.org/10.1071/SH10063
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21592431&dopt=Abstract
http://blog.elatable.com/2006/02/creators-synthesizers-and-consumers.html
http://blog.elatable.com/2006/02/creators-synthesizers-and-consumers.html
http://www.webcitation.org/6BwgHGlLt
http://dx.doi.org/10.1007/s10461-007-9206-y
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17318430&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Pedrana et a

32.

33.

35.
36.
37.
38.

39.

40.

41.

42.

43.

45,

46.

Gillmore MR, Leigh BC, Hoppe MJ, Morrison DM. Comparison of daily and retrospective reports of vaginal sex in
heterosexual men and women. J Sex Res 2010 Jul;47(4):279-284 [EREE Full text] [doi: 10.1080/00224490903050584]
[Medline: 19544136]

Hoppe MJ, Gillmore MR, Valadez DL, Civic D, Hartway J, Morrison DM. The relative costs and benefits of telephone
interviewsversus self-administered diariesfor daily data collection. Eval Rev 2000 Feb;24(1):102-116. [Medline: 10747768]
Pope C, Ziebland S, Mays N. Qualitative research in health care. Analysing qualitative data. BMJ 2000 Jan
8;320(7227):114-116 [FREE Full text] [Medline: 10625273]

Rabiee F. Focus-group interview and data analysis. Proc Nutr Soc 2004 Nov;63(4):655-660. [Medline: 15831139]
Aronson J. A Pragmatic View of Thematic Analysis The Qualitative Report. Spring 1994 1994;2(1).

Saocialbakers. World Continents Facebook Statistics. 2012. URL : http://www.soci al bakers.com/countries/continents [ accessed
2012-08-31] [WebCite Cache ID 6AK2VXLkS]

Singhal A, Rogers EM. Entertainment-Education: A communication strategy for social change. Mahwah, NJ: Lawrence
Erlbaum Associates; 1999.

Do MP, Kincaid DL. Impact of an entertainment-education tel evision dramaon health knowledge and behavior in Bangladesh:
an application of propensity score matching. J Health Commun 2006;11(3):301-325. [doi: 10.1080/10810730600614045]
[Medline: 16624796]

Glik D, Nowak G, Valente T, SapsisK, Martin C. Youth performing arts entertainment-education for HIV/AIDS prevention
and health promotion: practice and research. J Health Commun 2002;7(1):39-57. [doi: 10.1080/10810730252801183]
[Medline: 11878569]

Boyar R, Levine D, Zensius N. TECHsex USA: Youth Sexuality and Reproductive Health in the Digital Age. Oakland,
CA: ISISInc; 2011 Apr. URL : http://ccasa.org/wp-content/themes/skel eton/documents/
Youth-Sexuality-and-Reproductive-Heal th-in-the-Digital-Age.pdf [accessed 2013-01-22] [WebCite Cache D 6DrOOIAd]
Powell J, Clarke A. The WWW of the World Wide Web: Who, What, and Why? J Med Internet Res 2002;4(1):e4 [FREE
Full text] [doi: 10.2196/jmir.4.1.e4] [Medline: 11956036]

von Brockdorff M. The 6 Different Types of Social Media Users - Which one are you?. 2010. URL: http://www.
webgeekly.com/l essons/soci al-medi a/the-6-different-types-of -soci al -medi a-users-which-one-are-you/ [accessed 2012-09-03]
[WebCite Cache ID 6AOTRSBRO]

Preece J, Shneirderman B. The Reader-to-L eader Framework: Motivating Technology-Mediated Social Participation. AIS
Transactions on Human-Computer Interaction 2009;1(1):13-32.

Fogg BJ. Persuasive Technology: Using Computers to Change What We Think and Do. San Francisco, CA: Morgan
Kaufmann; 2003.

Gordon J. See, Say, Feel, Do. Social Media Metrics That Matter. 2011. URL: http://www.fenton.com/resources/
see-say-feel-do/ [accessed 2012-08-31] [WebCite Cache ID 6AK2flhLu]

Abbreviations

PEP: post-exposure prophylaxis

QAF: Queer as F**k

SNS: social networking sites

VAC/GMHC: Victorian AIDS Council/Gay Men's Health Center

Edited by G Eysenbach; submitted 03.09.12; peer-reviewed by D Levine, D Bowen; comments to author 27.09.12; revised version
received 08.11.12; accepted 08.11.12; published 07.02.13.

Please cite as:

Pedrana A, Hellard M, Gold J, Ata N, Chang S Howard S, Asselin J, Ilic O, Batrouney C, Stoove M

Queer as F**k: Reaching and Engaging Gay Men in Sexual Health Promotion through Social Networking Sites
J Med Internet Res 2013;15(2): €25

URL: http://www.jmir.org/2013/2/e25/

doi:10.2196/jmir.2334
PMID:23391459

©Alisa Pedrana, Margaret Hellard, Judy Gold, Nadine Ata, Shanton Chang, Steve Howard, Jason Asselin, Olivia llic, Colin
Batrouney, Mark Stoove. Originally published in the Journal of Medical Internet Research (http://www.jmir.org), 07.02.2013.
This is an open-access article distributed under the terms of the Creative Commons Attribution License
(http://creativecommons.org/licenses/by/2.0/), which permits unrestricted use, distribution, and reproduction in any medium,
provided the original work, first published in the Journal of Medical Internet Research, is properly cited. The complete bibliographic

http://www.jmir.org/2013/2/e25/ JMed Internet Res 2013 | vol. 15 | iss. 2 [e25 | p.113

RenderX

(page number not for citation purposes)


http://europepmc.org/abstract/MED/19544136
http://dx.doi.org/10.1080/00224490903050584
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19544136&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10747768&dopt=Abstract
http://europepmc.org/abstract/MED/10625273
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10625273&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15831139&dopt=Abstract
http://www.socialbakers.com/countries/continents
http://www.webcitation.org/6AK2VXLkS
http://dx.doi.org/10.1080/10810730600614045
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16624796&dopt=Abstract
http://dx.doi.org/10.1080/10810730252801183
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11878569&dopt=Abstract
http://ccasa.org/wp-content/themes/skeleton/documents/Youth-Sexuality-and-Reproductive-Health-in-the-Digital-Age.pdf
http://ccasa.org/wp-content/themes/skeleton/documents/Youth-Sexuality-and-Reproductive-Health-in-the-Digital-Age.pdf
http://www.webcitation.org/6DrOOlAsl
http://www.jmir.org/2002/1/e4/
http://www.jmir.org/2002/1/e4/
http://dx.doi.org/10.2196/jmir.4.1.e4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11956036&dopt=Abstract
http://www.webgeekly.com/lessons/social-media/the-6-different-types-of-social-media-users-which-one-are-you/
http://www.webgeekly.com/lessons/social-media/the-6-different-types-of-social-media-users-which-one-are-you/
http://www.webcitation.org/6AOTRSBR0
http://www.fenton.com/resources/see-say-feel-do/
http://www.fenton.com/resources/see-say-feel-do/
http://www.webcitation.org/6AK2fIhLu
http://www.jmir.org/2013/2/e25/
http://dx.doi.org/10.2196/jmir.2334
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23391459&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Pedrana et a

information, alink to the original publication on http://www.jmir.org/, as well as this copyright and license information must be
included.

http://www.jmir.org/2013/2/e25/ JMed Internet Res 2013 | vol. 15 | iss. 2 [e25 | p.114
(page number not for citation purposes)

RenderX


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Syed-Abdul et &

Original Paper

Misleading Health-Related Information Promoted Through
Video-Based Social Media: Anorexia on YouTube

Shabbir Syed-Abdul*?’, MD, MSc; Luis Fernandez-Luque®, MSc; Wen-Shan Jian®, PhD; Yu-Chuan Li*°, Ph.D,
MD; Steven Crain®’, PhD; Min-Huei Hsu', MD, PhD; Yao-Chin Wang"; Dorjsuren Khandregzen', MD; Enkhzaya
Chuluunbaatar®, MD, M Sc; Phung Anh Nguyen™? Der-Ming Liou?, PhD

1Graduate Institute of Medical Informatics, College of Medical Science and Technology, Taipei Medical University, Taipei, Taiwan
2Ingtitute of Biomedical Informatics, National Yang Ming University, Taipei, Taiwan

3Norut, Tromso, Norway

4school of Health Care Administration, Taipel Medical University, Taipei, Taiwan

SWan Fang Hospital, Department of Dermatology, Taipel Medical University, Taipei, Taiwan

6school of Computational Science and Engineering, Georgia Institute of Technology, Atlanta, GA, United States

7Department of Computer Science, Oberlin College, Oberlin, OH, United States

8l nstitute of Public Health Sciences, National Yang Ming University, Taipei, Taiwan

* these authors contributed equally

Corresponding Author:

Der-Ming Liou, PhD

Institute of Biomedical Informatics

National Yang Ming University

No. 155, Sec. 2, Linong St., Beitou District, Taipel City 112, Taiwan (R.O.C.)
Taipei,

Taiwan

Phone: 886 2 28267187

Fax: 886 2 2820 2508

Email: dmliou@ym.edu.tw

Abstract

Introduction: The amount of information being uploaded onto social video platforms, such as YouTube, Vimeo, and Veoh,
continues to spiral, making it increasingly difficult to discern reliable health information from misleading content. There are
thousands of YouTube videos promoting misleading information about anorexia (eg, anorexia as a healthy lifestyle).

Objective: Theam of this study was to investigate anorexia-related misinformation disseminated through YouTube videos.

Methods: We retrieved YouTube videos related to anorexia using the keywords anorexia, anorexia nervosa, proana, and thinspo
on October 10, 2011.Three doctors reviewed 140 videos with approximately 11 hours of video content, classifying them as
informative, pro-anorexia, or others. By informative we mean content describing the health consequences of anorexia and advice
on how to recover from it; by pro-anorexia we mean videos promoting anorexia as a fashion, a source of beauty, and that share
tips and methods for becoming and remaining anorexic. The 40 most-viewed videos (20 informative and 20 pro-anorexia videos)
were assessed to gauge viewer behavior.

Results: The interrater agreement of classification was moderate (Fleiss' kappa=0.5), with 29.3% (n=41) being rated as
pro-anorexia, 55.7% (n=78) as informative, and 15.0% (n=21) as others. Pro-anorexia videos were favored 3 times more than
informative videos (odds ratio [OR] 3.3, 95% CI 3.3-3.4, P<.001).

Conclusions: Pro-anorexiainformationwasidentifiedin 29.3% of anorexia-related videos. Pro-anorexiavideos arelesscommon
than informative videos, however, in proportional terms, pro-anorexia content is more highly favored and rated by its viewers.
Efforts should focus on raising awareness, particularly among teenagers, about the trustworthiness of online information about
beauty and healthy lifestyles. Health authorities producing videos to combat anorexia should consider involving celebrities and
models to reach awider audience. More research is needed to study the characteristics of pro-anorexiavideosin order to develop
algorithms that will automatically detect and filter those videos before they become popular.

(J Med I nternet Res 2013;15(2):€30) doi:10.2196/jmir.2237

http://www.jmir.org/2013/2/e30/ JMed Internet Res 2013 | vol. 15 | iss. 2 €30 | p.115
(page number not for citation purposes)


mailto:dmliou@ym.edu.tw
http://dx.doi.org/10.2196/jmir.2237
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

KEYWORDS

Syed-Abdul et a

Medical Informatics; Internet; Online videos; YouTube; Eating Disorder; Anorexia Nervosa; Social Network

Introduction

Social networking has emerged as a new channel for seeking
information, and also for creating and exchanging user-generated
content among peers [1]. An increasing amount of content is
being disseminated on socia video platforms, such as YouTube,
Vimeo, and Veoh. For example, approximately 26% of teenagers
aged 13 to 17 years create and upload videos [2], and
approximately 60 hours of content is uploaded onto the
video-sharing platform YouTube each minute, with more than
4 billion page views every day [3]. YouTube is gaining
popularity among American and European health care providers
[4,5] not just as a video repository, but also as asocial network
where usersinteract to build trust with comments and favorites
[6]. Approximately 100 million peopl e take some form of social
action on YouTube (eg, likes, shares, and comments) every
week [3].

Many different stakeholders generate health-related content on
social media platforms [7]. For example, health consumers
publish videos about their diseaseson YouTube[8-10], whereas
health care professionals collaborate to increase the quality of
articles published in Wikipedia[11]. Traditional health portals,
such as NHS Choices, Mayo Clinic, and PubMed, use social
media channels (eg, YouTube and Facebook) to distribute their
content [ 7], whereas an increasing number of health consumers
search for health information on social media channels [12].
However, finding informative and trustworthy online health
information is hampered by the vast amount of information
available [13-16], the quality of which is heterogeneous. This
is clearly the situation faced by users of YouTube [6,17-24]
where thousands of videos promote misleading information,
such as disparaging vaccinations [17,23,24]. This clearly
jeopardizes the safety of social media content.

Onlineinformation about anorexia provides agood example of
potentially harmful online information. Anorexia is an eating
disorder which has a huge impact on the health and quality of
life of sufferers[25], and these people commonly engagein the
creation of online content promoting anorexiaasalifestyle (see
Figure 1 and Multimedia Appendix 1) [26-35]. Pro-anorexia
websites have been defined as those encouraging disordered
eating [26], promoting anorexia as a fashion or as a source of
beauty, and sharing tips and tactics on how to become and

http://www.jmir.org/2013/2/e30/

remain anorexic. However, for people affected by anorexiawho
deny the disease, pro-anorexiainformation can be“ trustworthy”
and very informative. In this paper, we consider pro-anorexia
information as misleading because, aswe explain subsequently,
it can be detrimental to a person’s health [28,32-35]. On the
other hand, there are also videos that inform about the health
consequences of anorexia (see Multimedia Appendix 2 for an
example of an informative video).

The desire to be thin (thinspiration) leads adolescents, mainly
females, to develop low perceptions of their own body image
[34-37], together with unreglistic ideals of thinness based on
models depicted on the Internet. Recent studies have identified
pro-anorexia and pro-eating-disorder websites as negatively
affecting females' perceptions of their body image [8,32,34].
Many pro-anorexia members share pictures and videos of
extremely thin models, reflecting the current mediatrend toward
very thin beauty canons, which is pushing many teenagers
toward unhealthy eating habits [35].

Pro-anorexia content hasthe potential to become apublic health
concern. One study showed that 13% of 1575 female
undergraduates reported viewing 1 or more pro-eating disorder
sSites, rating them higher on eating measures and body image
disturbances [30]. Pro-anorexia content has been found to
exacerbate eating disorders and promote anorexic lifestyles
[32,34]. In a recent review, Rouleau and von Ranson [32]
summarized 3 main reasonswhy pro-anorexiacommunities can
be harmful: (1) they claim to provide support, (2) they promote
disordered eating, and (3) they discourage people from seeking
help or trying to recover.

Pro-anorexia content tends to be more popular among young
people who are more susceptible to concerns about body weight
[36]. Most people affected by anorexiafall within the age group
inwhich Internet and social mediaare used heavily [25]. Studies
suggest that pro-anorexia content is developed within online
communities [27,29]. Therefore, one would expect a high
presence of pro-anorexia content on social media platforms.
Despite the popularity of social media, little is known about
pro-anorexiacontent and the use of social mediaplatforms[33],
especially on multimedia platforms, such as videos (ie,
YouTube) and images (ie, Flickr). To our knowledge, this study
is the first to investigate pro-anorexia-related information
disseminated through YouTube videos.
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Figure 1. Screenshot of a pro-anorexia video promoting misinformation.
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Methods

As shown in Figure 2, we used the YouTube application
programming interface (API) to search for videos with queries
related to anorexia using the keywords anorexia, anorexia
nervosa, proana, and thinspo (inspiration to become thin) on
October 10, 2011. We retrieved up to 4000 results for each
query and sorting criteria(relevance, uploaded, number of views,
and rating). In total, 16,000 search results were retrieved
containing 7583 videos uploaded by 3968 users.

sicofitall - & videos

m Subscribe 139

We selected the 30 most-viewed videos for the previously
mentioned 4 keywords (n=120) and a subset of 30 random
videos with at least 5000 views for classification by experts.
Out of the 150 videos sel ected, only 140 were analyzed because
8 videos were retrieved in several of the queries and 2 videos
were removed from YouTube in the middle of the reviewing
process. They may have been deleted because of a copyright
issue or aviolation of YouTube regulations. An additional 21
videos were in a European language (Spanish, Italian, and
Portuguese) and experts with knowledge of these languages
were contacted for clarification. The 140 videostotaled 11 hours
of video.

Three independent physicians (Y-CW, EC, and DK) reviewed
the 140 videos. A predetermined classification criterion was
agreed upon based on a review of the literature and group
discussions among the authors. A subset of videos was used to
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is a lifestyle,

a disease.
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test the classification criterion, although these videos were not
included in the study analysis. Finally, reviewers received a
written description for each category. Videos describing
anorexia as an eating disorder, explaining the consequences of
malnutrition on health, or suggesting how to recover from this
condition were rated as informative. In contrast, videos
describing anorexia as a fashion, a source of beauty, a healthy
lifestyle, included ways of avoiding meals, or included tips on
how to become and remain anorexic wererated as pro-anorexia.
Finally, videos that were not related to anorexia or eating
behavior were rated as others. The interrater agreement was
estimated by Fleiss' kappa A majority consensus was not
reached for 10 videos; therefore, 3 additional reviewers (LFL,
SAS, and CS) reclassified these videos by consensus after
watching them together.

We sel ected the top 40 videos (the 20 most-viewed pro-anorexia
videos and the 20 most-viewed videos from the informative
categories) because we were interested in the videos with the
maximum number of viewers, and users normally just browse
the first pages of search results. These 40 videos had atotal of
61.13 million views, which is a large enough sample size to
understand the characteristic features of the viewers. The
statistics software SPSSv17 (SPSSInc, Chicago, IL, USA) was
used to analyze the different features of the pro-anorexia and
informative videos. We al so analyzed the content of videos and
viewership whenever demographic information was available.
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Figure2. Study design.
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viewed videos (20 informative and 20 videos pro-

anorexia) to gauge viewer behaviour

Results (Fleiss kappa = 0.5) [38]. The random selection of 30 videos
with at least 5000 or more views had similar percentages: 10
(33%) were pro-anorexia videos, 17 (57%) were informative,
and 3 (10%) were others. If this percentage is extrapolated to
the total dataset, we can assume that YouTube contains
approximately 2222 pro-anorexia videos (29.3% of 7583).

Of the 140 videos, 41 (29.3%) were rated as pro-anorexia, 78
(55.7%) asinformative, and 21 (15.0%) as others (see Table 1).
The interrater agreement of their classification was moderate
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Table 1. Results of the classification of anorexia-related videos on YouTube according to the informative nature of the videos.

Selected YouTube videos Total, n Video classification, n (%)

Pro-anorexia Informative Others
Top 30 videos with most views for each query 110 32 (29.0%) 61 (55.5%) 17 (15.5%)
Random selection of videos with more than 5000 views 30 10 (33%) 17 (57%) 3 (10%)
Total reviewed videos 140 41 (29.3%) 78 (55.7%) 21 (15.0%)

Furthermore, the 40 most-viewed videos (20 pro-anorexia and
20 informative videos) with atotal of 61.13 million viewswere
assessed to understand the behavior of the viewers (see Table
2). Usersnormally just browsethefirst pagesretrieved by search
engines, thus making it important to study the top results.
Pro-anorexiavideoswerefavored 3 timesmore than informative
videos. The response rate was estimated from the number of
viewers who clicked on the like/dislike icon over total views.
Pro-anorexia video viewers responded twice as often as those
of informative videos.

In most cases, the pro-anorexia videos featured photos of
extremely thin models. These videos were explicitly used to
inspire people to become very thin. It was also common for
some of the videos to include quotations with tips and advice
for losing weight. For example, Figure 3 is a screenshot of a
video in Spanish with athinspo nutritional pyramid with advice
such as* Smoke as much as necessary, or eat sugar-free chewing
gum, use drugs such as Xenadrine, Reductil, etc, toloseweight.”
Nearly all the videos featured very thin female models (Figure
4), although we did encounter a few videos featuring very thin
male models.

Although we did not study the creators of these videos as a part
of this study, we observed that a wide range of users provided

theinformative videos:. individual s recovering from the disease,
health organizations, news agencies, and students (see Figure
5). The most popular videos were produced by news agencies.
Health authorities, such asthe Centers for Disease Control and
the National Health Service, also had videos about anorexiaon
YouTube.

In the others category, some videos were tagged with the
keywords without any clear explanation. In other cases, the
videos were from amusic band called Anorexia.

To understand the demographic characteristics of the
pro-anorexia community, we analyzed the demographic
information available in the 15 videos from the pro-anorexia
group (see Figure 6). A total of 15 pro-anorexiavideosincluded
demographic information, of which 80% (n=12) had minors
(13-17 years) in atop-3 age group as viewers, with one-third
(n=5) of the videos not having age restrictions. This implies
that some videoswere very popular among minorsbefore being
flagged as inappropriate for minors. Any registered user can
flag videos as inappropriate, and then YouTube decides on the
deletion or age restrictions for the videos based on flags from
the community of users.

Table 2. Assessment of the 20 most-viewed anorexia-related videos on YouTube.

Variable Video type OR®(95% Cl) P value
Pro-anorexia Informative
n % n %
Total views 9.51 million 100 51.62 million 100
Favorite 24,462 0.26 39,424 0.08 3.37(3.32-3.43) <.001
Total Responses” 15,209 0.16 45,486 0.09 1.82 (1.78-1.85) <.001
Likes 12,560 go5e¢ 40,332 88.67° 0.61 (0.58-0.64) <.001
Dislikes 2649 17.40¢ 5154 11.33° 1.65 (1.57-1.74) <.001

8 0R: odds ratio (informative group is reference).
b Response: videos were rated with like or dislike.

®The percentages of likes and dislikes were calculated by using total responses as denominator.
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Figure 3. Screenshot of a Spanish video promoting anorexia through drugs and smoking.
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Figure 4. Screenshot of avideo promoting anorexia featuring very thin models.
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Figure5. Screenshot of an informative video about anorexia.
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Figure 6. Demographics of the pro-anorexic video “Princesas de Porcelana” (Spanish).
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Discussion

Video content on YouTube has been analyzed in previous
studies as a source of information about the human
papillomavirus vaccine, rheumatoid arthritis, influenza A
(HIN1) virus, kidney stones, and immunizations [17-24]. To
our knowledge, thisisthe first study to categorize and quantify
anorexia-related videos on YouTube. We found a high
prevalence of pro-anorexiavideoson YouTube; nearly one-third
of all anorexia-related videos promoted anorexia as a lifestyle
(see Table 1). In both subsets of videos, the 110 most-viewed
and the 30 randomly selected videos, the percentage of
pro-anorexia videos was approximately 30% (see Table 1).
These percentages are similar to studies analyzing YouTube
videos on other health-rel ated topics, such asrheumatoid arthritis
and immunization [17,24]. If we extrapolate the percentage of
pro-anorexiavideos from our dataset to all the anorexia videos
we extracted (n=7583), we can estimate that there are more than
2222 pro-anorexia videos on YouTube.

In this study, we found that the most-viewed informative videos
were produced by news agencies. This could be because news
agencies, such as CBS News, have a wide viewership and
therefore any video uploaded by them will get many viewers.
In some cases, the informative videos from news agencies
reported cases of celebrities affected by the disease. The
popularity of videos created by health authoritieswasrel atively
low compared with news agencies and some personal videos.
Studying why videos from health authoritieswere not so popular
did not fall within the scope of our study. However, we did
observe that certain topics triggered many views (ie, fashion
and cel ebrities), and these topics were not normally featured in
health authority videos.

When we analyzed the characteristics of the most popular
videos, we found that the pro-anorexia videos were favored 3
timesmore by viewersthan theinformative videos. Theresponse
rate was estimated from the number of viewers who clicked on
thelike/dislikeicon over total views. The number of comments
for pro-anorexia videos was twice that for informative videos.
A study hasreported that the interaction among the pro-anorexia
community isvery intense[39]. One of the reasonsfor the lower
response to informative videos could be that some health
authorities opt to block comments on their videos. Greater
popularity, in terms of likes and comments, will increase the
visibility of the video because search and recommender
algorithms within YouTube promote highly linked and
commented videos [40]. We observed differences in the use of
textual descriptions of the videos, for example, many
pro-anorexia videos were described as having tips for weight
loss that may attract a wider audience than just pro-anorexia
members. We encourage health authorities to study the content
dissemination strategies used by the pro-anorexiausersto design
their own dissemination strategies for informative content. In
addition, health authorities should see YouTube as an online
community and engage with it to increase their popularity.
Among other things, we recommend they involve other health
authorities or research ingtitutions and engage with the
viewership viacomments when possible.

http://www.jmir.org/2013/2/e30/
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Approximately 82.6% of pro-anorexia video raters liked the
misleading information. In contrast, 11.3% of informative video
raters disliked the informative content (see Table 2). We assume
this is because mideading videos are made attractive with
pictures of celebrities and models and fashionable music [35],
whereas informative videos are often just smple lectures that
arelessvisualy appealing. Thisreflectsthefact that even though
there are asignificant number of informative videos (55%), they
are less favored than the pro-anorexia ones. Therefore, more
effort is required to promote the visual appeal of informative
videos. Merely increasing the number of informative videos
does not necessarily correlate with the number of views.

We observed characteristics through the most-viewed
pro-anorexia videos congruent with the review conducted by
Rouleau and von Ranson [32] on therisk of pro-anorexiawebs.
First, the videos provide support such as emotiona
reinforcements viamusic, photos (see Figure 4), and quotations.
The reinforcement of disordered eating is also common on the
videos with the sharing of pro-anorexiatips (see Figure 3) and
help seeking is discouraged by denying the disease exists (see
Figure 1). Videos can be heavily pro-anorexia; in afew minutes
and with an appealing format, they can combine all the risks
identified by Rouleau and von Ranson [32]. Harshbarger et al
[31] concluded in their study that the “tips and tricks’ sections
of pro-anorexiawebsites posed the most serious medical threat
because the most frequent theme was dieting and calorie
restriction. This is aso true of the pro-anorexia videos on
YouTube. Asin many pro-anorexiawebsites [31], some videos
recommend smoking, drinking a lot of water to avoid eating,
and the use of laxatives and weight loss drugs (see Figure 3).
A simple search on YouTubefor “water fasting” retrieves more
than 8000 videos. In addition to pro-anorexia and pro-eating
disorder websites, music videos featuring thin models have also
been shown to be an influential form of mass media for
adolescents [38]. Although viewers pay less attention to these
videos, exposure to them has led to increased body
dissatisfaction [38]. Similarly, this study also found that the
most popular pro-anorexia videos were music videos featuring
thin models.

The flagging of videos as inappropriate to minors was shown
to be of limited use. In fact, minors (age 13-17 years) were
found to be the top viewers. The most logical explanation for
minor viewers of flagged videosisthat the minorswere actively
watching them before they were flagged. Another problem with
flagging isitsreliance on the data provided by users, which can
be inaccurate [41]. Pro-anorexia content on social media can
be particularly dangerous for minors because they may come
across pro-anorexia content while searching for related topics,
such as healthy diets. Therefore, on the one hand, awvareness
needs to be raised among teenagers about their perception of
beauty and healthy lifestyles; on the other hand, future research
needs to focus on the development of search algorithms to
promote informative content and prevent harmful content from
being accessible.

There is a common misconception that the accuracy of online
information is directly related to the number of hits or views.
In other words, the more hits or incoming links, the more
relevant the information is in search algorithms such as
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PageRank [42]. The same applies to videos, more views mean
the content is popular and, therefore, more accurate and relevant.
However, thisis not true. There are thousands of health-related
videos promoting misleading information that garner millions
of views. Studies reporting the characteristics of misleading
information and the community that generates such content
could be used to create more robust search engines to make it
easier to find trustworthy content while filtering out misleading
information. For example, Fernandez-Luque et a [6] explored
the use of socia network analysis to find relevant diabetes
content on YouTube. In this study, wefound (as shownin Table
2) that popularity favored misleading information. Therefore,
a robust search engine will need to take into account other
parameters, such as trust-based algorithms based on social
network analysis or natural language processing (NLP)
techniques, and not merely popularity. For example, NLP has
demonstrated its ability to extract information and relations
from texts [43]. A classification of the content according to its
informative nature could be performed by analyzing the
metadata of extracted videos, as proposed by Himmel et al [44]
on health forums.

Study Limitations

Thisstudy waslimited to the content analysis of videosretrieved
on October 10, 2011, from YouTube; it was not replicated in
other video platforms, such as Vimeo. Therefore, the external
validity of the data is limited and may not be generalized to
overall health-related videos available on the Internet. The
classification performed by physicianswas subjective, although
definitions for each category were provided. We did not use
thinspo as a separate criterion. However, during our group
discussions we agreed that videos about the inspiration to
become thin (thinspo) should be rated as videos promoting
anorexia. In addition, referring to pro-anorexia videos as
misleading is asimplification because they can be informative,
but still harmful from a health point of view.

The data used for this study was from YouTube and was
anonymous. For example, itisvirtually impossibleto be certain
about theidentity of those responsiblefor creating or uploading
the videos because individual users may have (illegally)
uploaded videos using false email identification. In addition,
the age of users cannot be confirmed because minors can fake
their age to gain access to restricted content.

We were interested in the videos with the maximum number of
viewers and not the number of videos per se; therefore, we
selected the top 40 videos, not al 140 videos. These 40 videos
had a total of 61.13 million views, which is a large enough
sample size to understand the characteristic features of the

Syed-Abdul et a

viewers. Furthermore, search engine optimization experts
suggest that 95% of search engine users do not go beyond 2
pages of search results [45]. The interrater agreement in the
study was only moderate, primarily because of the complexity
of classifying videos that combined music, photos, and text; in
10 cases, the text was not congruent with the photos. We
conducted an additional review processto resolve discrepancies
pending from the first review.

Conclusion

In this study, we found and quantified the presence of content
promoting anorexia on YouTube, the most popular video site.
Pro-anorexia videos are less common than informative videos;
however, pro-anorexia content is highly favored and rated by
users. Another problem identified in our study isthe popularity
of pro-anorexiavideos among young viewers. Health authorities
generating health videos on anorexia should be aware of the
presence of the pro-anorexia communities and the strategies
they use to reach a wider audience, such as featuring models
and celebrities.

With the rapid development of information and communication
technologies (ICT), digital information is becoming widely
available on mobile devices. Social networking websites are
acting as catalysts for the dissemination of information. To
rephrase Alvin Toffler, theilliterate in this ICT erawill not be
those who cannot read and write, but those who cannot
distinguish between trustworthy and misleading information
available online [46]. Most viewers of videos with misleading
information are minors; therefore, children need to be taught
how to discern between trustworthy and misleading information
at school. Health authorities should involve models and
celebrities to help them promote health-related information.
Researchers should not confine themselvesto journal s (research
communities), but share their research findings on social
network sites[47,48]. Laypeople prefer to search for information
on the socia platforms rather than in scientific journals. We
recommend active participation from health institutions and
individual researchers to promote informative videos. Active
participation also includes flagging (or denouncing) misleading
videos.

In addition, more research is required to identify misleading
content automatically by using filtering algorithms based on
the different characteristics of pro-anorexia and informative
videos. A recent study of pictures promoting anorexia in a
photo-sharing community [39] found that social and textual
clues could be used to automatically identify pro-anorexia
pictures. These approaches could be used to filter pro-anorexia
content beforeiit is published.

Acknowledgments
This research has been sponsored

in pat by the National Science Council

(NSC), Taiwan, under grants

NSC100-2622-E-038-001-CC2(1/2), NSC99-2511-S-038-005-M Y 3, NSC 100-2320-B-038-034, and NSC 100-2325-B-038-006,
by the Department of Health, Executive Yuan, Taiwan under grants DOH101-TD-C-111-008, and by Taipei Medical University
under grant A0051-4100. The work of LFL was supported by the Tromsg Telemedicine Laboratory cofunded by the Research
Council of Norway, project 174934. The work of SPC was supported by a US Department of Homeland Security Career
Development Grant and NSF grant 11S-1116886.

http://www.jmir.org/2013/2/e30/ JMed Internet Res 2013 | vol. 15 | iss. 2 €30 | p.124

(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Syed-Abdul et &

Authors Contributions

Theauthors S Syed-Abdul, L Fernandez-Luqgue, and Y-C Li wereinvolved in the study design; S Syed-Abdul, L Fernandez-Luque,
S Crain, Y-C Wang, K Dorjsuren, and E Chuluunbaatar participated in the data collection; W-S Jian, M-H Hsu, A Nguyen, and
D-M Liou participated in the discussion and interpretation of the results; and S Syed-Abdul and L Fernandez-Luque led the
manuscript drafting. All authors have read and approved the final manuscript.

Conflictsof I nterest
None declared.

Multimedia Appendix 1

Example of a pro-anorexia video “Thinspo (Syntax Error - Trdumen im Gras)” by MelinaAnalolie, from
http://www.youtube.com/watch?y=QD3nL 58] 2Q (http://www.webcitation.org/6EP3xdcPt), reproduced under Creative Commons
Attribution License.

[ELV File, 25MB - jmir_v15i2630_appl.flv ]

Multimedia Appendix 2

Example of an informative video “10 Things | want Parents to Know About Anorexia’ by 10ldaisysaisy, from
http://www.youtube.com/watch?v=j8txQmvbIN4  (http://www.webcitation.org/6EPACOCGC), reproduced under Creative
Commons Attribution License.

[FLV File, 17MB - jmir_v15i2e30_app2.flv ]
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Abstract

Background: Older adultsare at increased risk of experiencing loneliness and depression, particularly asthey moveinto different
types of care communities. Information and communication technology (ICT) usage may help older adults to maintain contact
with social ties. However, prior research is not consistent about whether ICT use increases or decreases isolation and loneliness
among older adults.

Objective: The purpose of this study was to examine how Internet use affects perceived social isolation and loneliness of older
adultsin assisted and independent living communities. We a so examined the perceptions of how Internet use affects communication
and social interaction.

Methods: One wave of data from an ongoing study of ICT usage among older adults in assisted and independent living
communitiesin Alabamawas used. Regression analysiswas used to determine the rel ationshi p between frequency of going online
and isolation and loneliness (n=205) and perceptions of the effects of Internet use on communication and social interaction
(n=60).

Results: After controlling for the number of friends and family, physical/emotional social limitations, age, and study arm, a
1-point increase in the frequency of going online was associated with a0.147-point decrease in loneliness scores (P=.005). Going
online was not associated with perceived social isolation (P=.14). Among the measures of perception of the social effects of the
Internet, each 1-point increasein the frequency of going online was associated with an increasein agreement that using the Internet
had: (1) made it easier to reach people (b=0.508, P<.001), (2) contributed to the ability to stay in touch (b=0.516, P<.001), (3)
made it easier to meet new people (b=0.297, P=.01, (4) increased the quantity of communication with others (b=0.306, P=.01),
(5) made the respondent feel lessisolated (b=0.491, P<.001), (6) helped the respondent feel more connected to friends and family
(b=0.392, P=.001), and (7) increased the quality of communication with others (b=0.289, P=.01).

Conclusions: Using the Internet may be beneficial for decreasing loneliness and increasing social contact among older adults
in assisted and independent living communities.

(J Med Internet Res 2013;15(2):€39) doi:10.2196/jmir.2306
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Introduction

As individuals age, they often lose contact with their social
network members because of retirement, death of friends and
family, and people moving away [1], or communication becomes
difficult to maintain dueto time or distance. Thisloss of contact
is often associated with declines in socioemotional outcomes,
such as feelings of social isolation and increased loneliness.
Information and communication technology (ICT) use may help
improve socioemotional outcomes by helping older adults
overcome time and distance to create or maintain social
relationships, thereby decreasing social isolation and loneliness.
One particular setting in which loneliness and social isolation
may become problematic is in assisted and independent living
communities (AlCs). Residents of AICs often leave behind
social ties when they move from private homes into AICs [2].
The purpose of this study is to examine whether one type of
ICT use, specifically Internet use, is related to experiences of
loneliness and social isolation among people in independent
and assisted living.

Background

Although aging in place (remaining in one's home and
community) is often cited astheliving option preferred by most
older adults[3], thisis often not aviable option. As people age,
they often find themselvesin situationswhere they require more
monitoring or care than they can receive living in their home
dueto declining health or other factors, precipitating amoveto
an AIC [4]. This type of move often puts older adults at
increased risk of feelings of loneliness and social isolation.

Loneliness and social isolation are closely related, yet distinct,
concepts. Lonelinessisthe subjective experience [5] of negative
feelings about levels of social contact [6]; otherwise stated, it
istheinvoluntary state of social isolation or thefeeling of being
alone[7]. Loneliness does not stem solely from objective levels
of contact, but rather results from the differences between the
levels of desire for socia relationships and the availability of
relationships [8]. Researchers using loneliness measures
typically ask respondents whether they feel lonely, whether they
see enough of people, and whether they wish for more contact

6].

Social isolation is the objective experience [5] of the absence
of contact with other people [9], especiadly the absence of
contact with people who provide needed or desired social
support [6]. Therefore, socia isolation is the absence of
meaningful social relationships[10]. Although social isolation
and loneliness are closely related concepts, the socially isolated
person may not report feelings of loneliness even though they
lack social contact [1,11]. Conversely, the person who is not
socially isolated and has abundant social contact may report
feelingsof lonelinessif that contact isnot perceived asfulfilling
what the person wants from the relationship [11].

Older adults, in particular, often experience higher rates of
loneliness [12,13] and socid isolation [1]. This occurs for a
variety of reasons, including death of socia ties, relocation to
different types of living and care communities, and limitations
in physical and mental health. In addition, age is negatively

http://www.jmir.org/2013/2/e39/
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related to network size, closeness to network members, and
number of primary groupties[14]. Socia isolationisaparticular
problem for older African Americans[15], childlessindividuals,
and widows|[6]. Those at risk for lonelinessinclude older adults
who have recently migrated following retirement, those caring
for a dependent spouse [6], the chronically ill [1], those living
alone [7], females, and those living in rural communities [13].
Another risk factor for loneliness among older adults appears
to be living in an assisted living facility [2]. A meta-analysis
on the influences of loneliness in older adulthood confirmed
some of the aforementioned risk factors, such as moving to an
institution, having less contact with others, and being female
[16]. Another meta-analysis on loneliness in older adulthood
showed that decreased levels of physical health, occupying a
lower socioeconomic status, and residing in a nursing facility
werealso risk factorsfor loneliness among this population [17].
Lonelinessdoes not increase simply because of additional years,
but because of an increase in disability and a decreasein social
integration [12]. Both loneliness [18] and social isolation [9]
are multidimensional concepts, which indicate the need for
researchersto examine the social and contextual factors behind
the presence or absence of the 2 experiences.

Each of theserisk factorsfor social isolation and loneliness are
particularly prevalent among ol der adultswho moveto different
typesof care communities. Older adultswho moveinto assisted
living communities are likely to experience loneliness[2]. The
importance of familial relationshipsfor such residents combined
with dissatisfaction regarding the levels of contact with family
members can result in areduced quality of lifefor assisted living
residents [2]. One possible way to counteract these effects is
through Internet use to help maintain social contact with social
network ties [19].

Internet Use, Contact with Others, and Loneliness
Among Older Adults

Internet use enables older adults to stay in contact with others
[20,21] and communicate with their social ties [22,23]. For
example, email is more effective than in-person or phone
communication for facilitating regular contact with family and
friendship networks[24-29]. A wealth of research indicatesthat
ICT usage may help older adults maintain contact with social
ties [20-22,24,27,30-46] with relationships taking place both
online and offline [38]. Internet use can a so reduce the impact
of geographic distance for older adults [45,47], with dispersed
families increasingly using the Internet as the primary conduit
through which they sustain generational bonds [48].

Older adults lag behind younger age groupsin using the Internet.
Approximately half of individuals aged 65 and older use the
Internet, with 70% of users reporting going online on a usual
day [49]. This group is still the least likely to use a computer
at home [50]. Social networking site (SNS) use is one Internet
application usethat has grown exponentially among older adults
in the past few years, with just over one-third of Internet users
being active on SNSs. They often report doing so to keep in
touch with family members. However, email is the primary
conduit through which online communication happensfor older
adult users, with 86% reporting using it. Once older adults are
able to cross the digital divide, going online seems to become
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ausual part of their lives[49]. Unfortunately, older adults aged
75 yearsand older tend to remain on thewrong side of the digital
divide: “Few among this oldest segment of the population are
likely to start using the Internet without some assistance and
encouragement” [49].

Whether Internet use increases or decreases social isolation is
not clear-cut. Although much research has shown Internet use
to be of benefit in reducing social isolation and loneliness, other
research has found Internet use to be of little or no benefit.
Various researchers have found Internet use to be associated
with decreases in socia isolation and loneliness or to be
associated  with  increases in  socid  connectivity
[30,33-39,46-48,51,52]. Use of the Internet has al so been shown
to enrich thelives of isolated older adults[53], with some older
adults reporting lower perceived life stress as a result of ICT
use [54]. Likewise, positive associations have been shown
between use of the Internet and perceptions of self-efficacy
[35].

Other results have not been so positive. Loges and Jung [55]
found no rel ationship between I nternet connectedness and social
isolation in older adults. Another study of the general population
(not just older adults), demonstrated that Internet use had a
relatively limited impact on social relationships [56], with still
other research indicating that ICT use was associated with an
initial decline in social network size and increased loneliness
[57]. However, a follow-up study with this same sample done
in 2002 showed that Internet users experienced positive effects
on communication, social involvement, and well-being [58].

Even when Internet use helps create or maintain rel ationships,
the effects may not fully replicate what has been lost. Nimrod
[21], for example, found that relationships constructed in online
senior communities are more superficial than offline or real
relationships. Resultsare also likely to vary asafunction of the
type, amount, timing, and function of Internet usage [59]. If
individuals use the Internet for noncommunicative purposes or
they are using it in excessive amounts to the detriment of their
socia roles, it is likely that there will be little impact on their
loneliness and social isolation, or that loneliness and social
isolation will increase. However, regular usage and use for
communicative purposes, such as keeping in touch with social
ties and garnering social support, are likely to have positive
benefits for older adults. Recent research has shown that going
online twice per week was associated with lower levels of
loneliness and depression for older adults [60]. As Cotten and
colleagues[59] have shown, researchers must go beyond merely
including simple measures of Internet usage; they must also
examine the type, amount, timing, and function of use because
these can influence outcomes in a variety of ways. Although
there is much evidence to indicate that Internet use can be
beneficial for older adults in overcoming social isolation or
loneliness, more research is needed, especially among older
adults in continuing care communities.

The purpose of this study was to examine whether frequency
of Internet use among older adults in AICs is associated with
perceptions of (1) loneliness, (2) perceived social isolation, and
(3) the usefulness of the Internet in affecting quantity and quality
of communication with social network ties.

http://www.jmir.org/2013/2/e39/
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Methods

Recruitment

The data for this analysis came from an ongoing randomized
controlled trial intervention. Alabama, the state where the
i ntervention was conducted, ranked among the lowest in regards
to individuals living in households with Internet access [61].

In this study, older adultsliving in AlCs were randomized into
3 groups. (1) ICT (treatment), (2) attention control (placebo),
or (3) true control (no treatment or placebo). Older adultsliving
in AlICsin the treatment arm were given 8 weeks of training in
using computers and the Internet to communicate with family
and friends (primarily through email and Facebook) and to find
information. Participants in the attention control arm were
involved in 8 weeks of activitiesunrelated to | CTs. Participants
in the true control arm did not participate in any intervention
activities. Participants from all 3 arms were surveyed 5 times
over the course of 1 year: before the 8 weeks (at baseline); at
the end of the 8-week intervention; and at 3, 6, and 12 months
after the end of the 8-week intervention. Because the purpose
of this paper is to examine the relationship among Internet use
and outcomes such asloneliness, perceived social isolation, and
perceptions of the usefulness of the Internet for staying in touch,
ICT users (participants with Internet access) from all 3 arms
are included. Additionally, because data collection is not yet
completefor al waves of the study, thisanalysisonly usestime
1 (or pretest) datafor a cross-sectional analysis. Baseline time
1 data were collected within 1 to 2 weeks of the beginning of
any intervention activities. There were 205 participants in the
entire sample, with data from 205 participants for the
socioemational analyses, and data from 60 participants for the
Internet outcomes because people who responded that they
never went online (n=145) were not asked the I nternet outcome
guestions.

M easures

Our socioemotional outcomes include loneliness, perceived
social isolation, and the quality and quantity of communication
with othersasaresult of Internet use. Lonelinesswas measured
with a3-item version of the UCLA Loneliness Scale[62]. Items
in the scale (alpha=.74) were:

1. How often do you feel that you lack companionship?
2. How often do you fedl left out?
3. How often do you fedl isolated from others?

Responses were measured on a 3-point scale: 1 (hardly ever),
2 (some of the time), and 3 (often). Scores on the individual
items were summed to produce the scale.

To measure perceived social isolation, a scale was used
(alpha=.69) in which participants were asked how much of the
time they were bothered by (1) not having a close companion,
(2) not having enough friends, and (3) not seeing enough of the
peopleyou fedl closeto. Theresponseswere coded as 1 (never),
2 (alittle of thetime), 3 (some of thetime), 4 (most of thetime),
or 5 (al the time). The mean of the 3 scores was used as the
scale measure.
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Participants who reported going online at least once every few
months were asked a series of 7 questions regarding their
perceptions of how Internet use had affected their social
interactions with others. Participants were asked to what extent
they agreed or disagreed with the following statements: “Using
the Internet has...” (1) madeit easier for meto reach people, (2)
contributed to my ability to stay in touch with people | know,
(3) madeit easier to meet new people, (4) increased the quantity
of my communication with others, (5) made me fed less
isolated, (6) helped me feel more connected to friends and
family, and (7) increased the quality of my communication with
others. The responses were coded as 1 (strongly disagree), 2
(disagree), 3 (neither agree nor disagree), 4 (agree), or 5
(strongly agree). These items were assessed individually to
better analyze the respondent’s perceptions of the useful ness of
the Internet in each specific domain (eg, quality of
communication versus quantity; ability to maintain relationships
versus establishing new ones).

Internet use was measured simply asfrequency of going online.
Participants were asked how often they went online: O (never),
1 (once every few months), 2 (about once a month), 3 (several
times a month), 4 (about once a week), or 5 (severa times a
week). Only participants who reported having Internet access
wereincluded in the analysis because those reporting no I nternet
access were not asked about their perceptions of how Internet
use has affected their communications with others.

Statistical Analysis

A series of ordinary least squares (OLS) regression analyses
were conducted using communications, social isolation, and
loneliness as the primary outcomes, and Internet use as the
primary independent variable. Analyses controlled for age, the
number of social network members (friends and family towhom
the participant felt close), study arm (ICT intervention group,
attention control group, or true control group), assisted or

Table 1. Sample characteristics (N=205).
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independent living status, and physical or emotional limitations
that would limit social interaction, ie, how much of thetimein
the past month the participant experienced mental or physical
health problems that limited social interaction, measured as 0
(none of thetime), 1 (alittle of thetime), 2 (some of the time),
3 (most of the time), or 4 (all the time). Although we would
normally have controlled for race/ethnicity and gender, these
controls were not included because most of the sample was
white and female.

Results

Sample Demographics

Asnoted, our sample (N=205) was predominantly white (n=194,
94.6%) and female (n=169, 82.4%), with a mean age of 82.8
years (full sample characteristicsare presented in Table 1). The
sample contained 79 participantswho enrolled for ICT training
and 126 who had not. On average, study participants had 11.2
friends or family to whom they felt close and appeared
unencumbered by physical or mental health issues that might
affect their social interaction. The sample was amost evenly
split between assisted and independent living residents.

The mean frequency of going online was 1.30 (between once
every few months and about once amonth), whereasthe median
frequency of going online was 0.0 with an interquartile range
(IQR) of 3.5. Median loneliness was 4.0 (IQR 2.0), indicating
low to moderate levels of loneliness in the sample as awhole.
Mean perceived social isolation was 1.96, with a median of
1.67, indicating little perception of social isolation. With the
exception of “the Internet has made it easier to meet new
people,” median scores on the Internet outcome measures were
al 4.0, indicating that the sample tended to agree that the
Internet had affected their social interactions (summaries of key
measures are presented in Table 2).

Study variables Participants
Sex, n (%)

Male 36 (17.6)

Female 169 (82.4)
Age, mean (SD) 82.8(7.7)
Race/ethnicity, n (%)

White 194 (94.6)

Other 11 (5.4)
Study arm, n (%)

ICT intervention 79 (38.5)

Attention control 72 (35.1)

True control 54 (26.3)
Living status, n (%)

In independent living 103 (50.2)

In assisted living 102 (49.8)
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Table 2. Summary of key measures (N=205).
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Key variables Mean (SD) Median (IQR)®
Key independent variable
Frequency of going online 1.30(2.1) 0.0(3.5)
Number of close family/friends 11.16 (7.29) 10.0(8.5)
Physical/emotional limitation to social interaction 0.73 (0.99) 0.0(1.0)
Outcomes
Loneliness 4.24 (1.57) 4.0(2.0)
Social isolation 1.96 (0.82) 1.7 (1.0)
Thelnternet has: (n=60)
Made it easier to reach people 3.73(1.10) 4.0(1.0)
Contributed to my ability to stay in touch 3.87 (1.08) 4.0(1.0)
Made it easier to meet new people 2.72(0.98) 25(1.0)
Increased the quantity of my communication 3.53(1.03) 4.0(2.0)
Made me feel less isolated 3.60 (0.98) 4.0(1.0)
Helped me feel more connected to friends/family 3.73(1.02) 4.0(1.0)
Increased the quality of my communication 3.60 (0.96) 4.0(1.0)

8|QR: interquartile range

The primary independent variable (frequency of going online)
was weakly and negatively correlated with loneliness (Pearson
r=-0.232, P=.001) and social isolation (r=—0.134, P=.06).
Frequency of going online was moderately correlated with the

Internet outcome variabl es, with Pearson correl ation coefficients

Table 3. Correlations (Pearson r) among independent variables and outcomes.

ranging from 0.304 (P=.02) (using the Internet has increased
the quality of my communication with others) to 0.514 (P<.001)
(using the Internet has made me feel less isolated). Full
correlation results are presented in Tables 3 and 4.

Variable Loneliness (n=205) Social isolation (n=205)
r P r P

Frequency of going online -0.232 .001 -0.134 .06
Number of close friends/family -0.136 .05 -0.144 .04
Physical/emotional limitations 0.162 .02 0.273 <.001
Age —0.099 .16 -0.064 .36
In ICT intervention arm -0.025 72 —0.065 .35
In attention control arm 0.136 .05 0.170 .02

In assisted living 0.210 .003 0.116 .10
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Table 4. Correlations (Pearson r) among independent variables and answers to the question “Using the Internet has...” (n=60).
Key variables Using the Internet has...2
A B C D E F G
r P r P r P r P r P r P r P
Frequency of going 0.477 <001 0.4% <001 0.314 .01 0.308 .02 0.514 <001 0411 .001 0.304 .02
online
Number of close 0.065 .62 0.089 50 0.191 14 0.144 .27 0.061 .64 0.215 .10 0.186 15
friends/family
Physical/emotional 0.126 .34 0.128 .33 0.013 .92 0.227 .08 0.108 41 —0.048 12 0.164 21
limitations
Age -0.088 .50 -0.056 .67 -0052 69 0081 54 -0154 .24 0.111 40 -0.114 .39
InICT intervention ~ 0.027 .84 -0.034 .79 0.187 15 -0126 34 0.064 .63 0.166 21 0.065 .62
am
In attention control -0.163 .21 -0.101 .44 -0252 .05 0204 .12 0.054 .68 -0.287 .03 -0.182 .16
am
In assisted living 0.018 .89 -0.060 .65 0.031 81 -0039 .77 -0122 .35 -0.017 .90 0.070 .60

aA: madeit easier to reach people; B: contributed to my ability to stay in touch; C: madeit easier to reach new people; D: increased the quantity of my
communication with others; E: made me feel lessisolated; F: helped me feel more connected to friends and family; and G: increased the quality of my

communication with others.

Freguency of Going Online and Outcomes

Results of OLS regression analyses showed a relationship
between the frequency of going online and socioemotional
outcomes (see Table 5) and between frequency of going online
and selected Internet-useful ness outcomes (see Table 6). Among
the socioemotional outcomes, al-point increasein the frequency

of going online was associated with a 0.172-point decrease in
loneliness scores (P=.001) (full results presented in Table 5).
After controlling for the number of friends and family,
physical/emotional social limitations, age, and study arm, the
association remained with a 1-point increase in the frequency
of going online being associated with a0.147-point decreasein
loneliness scores (P=.005).

Table5. Ordinary least squares (OLS) regressi ons®P of socioemotional outcomes (N=205).

Independent variables Loneliness Social isolation
(score range: 3-9) (score range: 1-5)
Model 1 Model 2 Model 1 Model 2
b P b P b P b P
Constant 4.463 <.001 6.537 <.001 2.028 <.001 2451 <.001
Frequency of going online -0.172 .001 -0.147 .005 -0.051 .06 -0.040 14
Number of family/friends -0.027 .06 -0.014 .06
Physical/emotional socia limitation 0.178 10 0.200 <.001
Age -0.028 .05 —-.007 37
In ICT intervention arm 0.123 .65 0.027 .85
In attention control arm 0.304 27 0.223 a2
In assisted living 0.408 .07 0.058 .61
F statistic (df)° 11.55 .001 4.34 <001 369 06 417 <.001
(1, 203) (7, 197) (1, 203) (7,197)
Adjusted R2 0.05 0.13 0.01 0.10

8 Unstandardized coefficients presented.

b Model 1 usesthe key independent variable only. Model 2 adds control variables.

€ Degrees of freedom.

Likewise, going online more often was associated with a
decreasein the perception of social isolation. A 1-point increase
in online frequency was associated with a0.051-point decrease
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in respondents perceived social isolation (P=.06). This
relationship, however, failed to hold up in the presence of the
controls with a 1-point increase in frequency of going online
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being associated with a statistically nonsignificant 0.040-point
decrease in perceived social isolation (P=.14).

Among the measures of perception of the social effects of the
Internet (see Tables 6-9), al outcomes showed a statistically
significant relationship with frequency of going online. Each
1-point increase in the frequency of going online was associated
with a0.508-point increase in agreement that using the Internet
had made it easier to reach people (P<.001); a 0.516-point
increase in agreement that using the Internet had contributed to
therespondents' ability to stay in touch (P<.001); a0.297-point
increase in agreement that using the Internet had made it easier

Cotten et d

to meet new people (P=.01); a0.306-point increasein agreement
that using the Internet had increased the quantity of respondents’
communication with others (P=.01); a 0.491-point increase in
agreement that using the Internet had made the respondent feel
lessisolated (P<.001); a0.392-point increase in agreement that
using the Internet helped the respondent feel more connected
to friends and family (P=.001); and a 0.289-point increase in
agreement that using the Internet had increased the quality of
respondents’ communication with others (P=.01).

There were no consistent patterns of association between the
control variables and the outcomes.

Table 6. Ordinary least squares (OLS) regressions™ bfor usi ng the Internet has made it easier to reach people and contributed to my ability to stay in

touch (n=60).

Independent variables

Made it easier to reach people

Contributed to ability to stay in touch

Model 1 Model 2 Model 1 Model 2

b P b P b P b P
Constant 1.661 .002 3.240 .03 1.763 .001 2492 .09
Frequency of going online 0.467 <.001 0.508 <.001 0.475 <.001 0.516 <.001
Number of family/friends 0.021 .35 0.023 31
Physical/emotional socia limitation 0.015 91 0.039 a7
Age -0.024 .18 -0.013 45
In ICT intervention arm —-0.196 .54 -0.300 34
In attention control arm -0.370 .28 -0.214 .52
In assisted living 0.288 .35 0.074 .81
F statistic (df)° 17.094 <001 3136 .01 18.737 <001 3175 .007

(1,58) (7,52) (1,58) (7,52)
Adjusted R2 0.21 0.20 0.23 021

8Unstandardized coefficients presented.

b Model 1 usesthe key independent variable only. Model 2 adds control variables.

€ Degrees of freedom.
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Table 7. Ordinary least squares (OLS) regressi ons*® for us ng the Internet has made it easier to meet new people and increased the quantity of my
communication with others (n=60).

Independent variables Made it easier to meet new people Increased quantity of communication with others

Model 1 Model 2 Model 1 Model 2

b P b P b P b P
Constant 1.508 .003 2.690 .06 2.280 <.001 2.673 .07
Freguency of going online 0.273 .01 0.297 .01 0.283 .02 0.306 .01
Number of family/friends 0.040 .06 0.024 .28
Physical/emotional socid limitation -0.052 .69 0.170 21
Age -0.022 A7 -0.007 .70
In ICT intervention arm 0.249 40 -0.603 .06
In attention control arm -0.333 .29 -0.632 .06
In assisted living 0.322 .26 0.149 .62
F statistic (df)° 6.358 01 2.237 .05 6.086 .02 2.526 03

(1,58) (7,52) (1,58) (7,52)
Adjusted R2 0.08 0.13 0.08 0.15

8 Unstandardized coefficients presented.
b Model 1 uses the key independent variable only. Model 2 adds control variables.
€ Degrees of freedom.

Table8. Ordinary least squares (OLS) regreﬂsionsz"*b for using the Internet has made me feel lessisolated and hel ped me feel more connected to friends
and family (n=60).

Independent variables Made me feel |ess isolated Helped me feel more connected to friends and
family

Model 1 Model 2 Model 1 Model 2

b P b P b P b P
Constant 1.619 .001 3211 .01 2.076 <.001 1.685 .23
Frequency of going online 0.447 <.001 0.491 <.001 0.374 .001 0.392 .001
Number of family/friends 0.022 .25 0.042 .05
Physical/emotional socia limitation 0.009 .94 -0.091 48
Age -0.027 .07 -0.001 .96
In ICT intervention arm 0.266 .33 0.035 91
In attention control arm 0.383 .18 —0.444 .16
In assisted living —0.096 71 0.189 .51
F statistic (df)° 20876 <001 417 .001 11.806 .001 3.090 .008

(1,58) (7,52) (1,58) (7,52)
Adjusted R2 0.25 0.27 0.16 0.20

8Unstandardized coefficients presented.
b Model 1 usesthe key independent variable only. Model 2 adds control variables.
€ Degrees of freedom.
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Table 9. Ordinary least squares (OLS) regressi ons*® for usi ng the Internet has increased the quality of my communication (n=60).

Independent variables

Increased the quality of my communication

Model 1 Model 2

b P b P
Constant 2.449 <.001 3.482 .01
Frequency of going online 0.260 .02 0.289 .01
Number of family/friends 0.042 .05
Physical/emotional socia limitation 0.094 46
Age -0.022 7
In ICT intervention arm 0.031 .92
In attention control arm -0.269 .39
In assisted living 0.427 A3
F statistic (df)° 5.917 02 2213 .05

(1, 58) (7,52)
Adjusted R? 0.08 0.13

8Unstandardized coefficients presented.

b Model 1 usesthe key independent variable only. Model 2 adds control variables.

€ Degrees of freedom.

Discussion

Key Results

Our findingsindicate that | nternet use was associated with lower
levels of loneliness among residents of AICs. Given recent
research showing that loneliness among the older adult
population is associated with a higher chance of fulfilling the
criteria for metabolic syndrome [63] and an increased risk of
death [64], the maintenance of personal relationships through
the Internet could be critical to well-being for this segment of
the population. M oreover, among the general population, using
the Internet to maintain communication with family and friends
has been associated with well-being [65], further providing
support for the idea that going online could be beneficial for
older adults.

Our results, however, suggest that the frequency of going online
impacts loneliness, but not perceptions of social isolation, with
higher frequency associated with lower levels of loneliness but
not with lower levels of perceived social isolation. It may be
that perceptions of social isolation are related more to
face-to-face contact than online contact with network ties; thus,
frequency of going onlineis not related to perceived isolation.
Unfortunately, our data do not alow us to further explore this
relationship. Although mixed, these results support prior
research showing that Internet use positively impacts quality
of life among older adults [19-21,33-37,39,44-45,53,66,67].

Perhaps unsurprising among a group of self-motivated Internet
users, participants tended to agree that using the Internet had a
positive effect on their social relationships, making it easier to
reach people, stay intouch, meet new people, feel lessisolated,
and feel more connected to friends and family. It isinteresting
that frequency of going online was not associated with our social
isolation scale; however, frequency of going online was

http://www.jmir.org/2013/2/e39/

associated with participants agreeing that using the Internet
made them feel lessisolated. Although they may perceive that
the Internet is useful in this particular way, smply measuring
frequency of going online is not sufficient to impact social
isolation. Participants also tended to agree that using the Internet
had increased both the quantity and quality of their
communication with others. Unfortunately, our measure does
not allow us to speak to the degree of this change, only to the
degree of agreement that each one has increased.

Of noteisthat the strength of these various relationships varies
greatly. For example, the relationship between frequency of
going online and agreement that the Internet had made it easier
to reach peopl e, contributed to my ability to stay intouch, made
me feel less isolated, and helped me feel more connected to
friends and family were al comparatively strong, with
coefficients ranging from 0.392 to 0.516. Much weaker were
the associations between frequency of going online and
agreement that the Internet had made it easier to meet new
people, increased the quantity of communication with others,
and increased the quality of my communication with others,
with coefficients ranging from 0.289 to 0.306. Taken together,
these results suggest the perception that the Internet is
comparatively better at facilitating established communications,
even perhaps replacing older communications methods. The
Internet is comparatively worse at affecting either the quantity
or quality of communications or helping to establish new
relationships.

Although other studies have found that older adults report the
quality of social contact being moreimportant than the quantity
of social contact [68], our results suggest that the moreimportant
contrast is between the ability of the Internet to help simply
maintain relationships and the ability (or lack thereof) of the
Internet to help deepen relationships or create new ones, at least
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among older adults. Thismay berelated to the previousfinding
that online relationships may be perceived as more superficial
than other relationships[21]. Thus, interms of using the Internet
to help alleviate the effects of loneliness or social isolation, it
may be enough to use the Internet to simply stay in touch or
feel like one is a part of what is going on in the world, as
opposed to attempting to use the Internet to create and/or
maintain deep, personal relationships.

Although recent data have shown communication with others
to be a primary reason why older adults go online [49], some
might still be reluctant to adopt the Internet as a way of
connecting with others, thereby placing them at further risk of
loneliness and social isolation. Regardless of older adults’ level
of motivation and reasons for going online, ICT training and
interventions could enable them to cross the digital divide
[22,68-70] and employ ICTs as away to aleviate loneliness.

Limitations

Limitations of the current study include the small sample size,
the lack of diversity in terms of gender and race/ethnicity, and
lack of measures of disability, caregiving, migration, chronic
health conditions and pre-AIC levels of social integration, and
that the study was only conducted in AlCsin Alabama. Another
limitation of the present study is that it did not measure
participants' expectations about how going online might impact
levels of loneliness and social isolation. Asreported elsewhere,
computer acceptanceis motivated by older adults' expectations
of how computer usage will help them achieve what they deem
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valuable[71]. Animportant variable to includein analyses such
as the ones presented here, for example, could be whether
participants were going online with the intention of connecting
with others. Similarly, additional measures assessing the type,
timing, amount, and function of Internet use could provide
further insights into these relationships [59]. Also, further
research is needed on how technology usage may impact older
adults not living in AlCs and how these processes may vary as
a function of gender, race/ethnicity, severity of health
impairment, and region of the country. Given that only
cross-sectional datawere used, the results of this study indicate
associations between key measures but should not be seen as
reflective of causal relationships.

Conclusions

In sum, this research contributes to the work in this area by
showing that I nternet usage has positive benefitsfor older adults
living in AlCs. Given that this popul ation experiences high rates
of loneliness and depression, with psychosocial resources
providing a buffer for depression [72] and personal social
networks enhancing well-being [ 73], encouraging older adults
to begin using the Internet to communicate with others could
help to enhance social contact and decrease loneliness. As
formal care homes are able to encourage social engagement
between residents [74], continuing existing ICT programs and
beginning new ones in communities without programs could
be beneficial for fostering relationships among residentsaswell
aswith othersin their socia networks.
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Abstract

Background: Participatory Web 2.0 interventions promote collaboration to support chronic disease self-management. Growth
in Web 2.0 interventions has led to the emergence of e-patient communication tools that enable older adults to (1) locate and
share disease management information and (2) receiveinteractive healthcare advice. The evolution of older e-patients contributing
to Web 2.0 health and medical forums has led to greater opportunities for achieving better chronic disease outcomes. To date,
there are no review articlesinvestigating the planning, implementation, and eval uation of Web 2.0 chronic disease self-management
interventions for older adults.

Objective: To review the planning, implementation, and overall effectiveness of Web 2.0 self-management interventions for
older adults (mean age = 50) with one or more chronic disease(s).

Methods: A systematic literature search was conducted using six popular health science databases. The RE-AIM (Reach,
Efficacy, Adoption, Implementation and Maintenance) model was used to organize findings and compute a study quality score
(SQS) for 15 reviewed articles.

Results: Most interventions were adopted for delivery by multidisciplinary healthcare teams and tested among small samples
of white females with diabetes. Studiesindicated that Web 2.0 participants felt greater self-efficacy for managing their disease(s)
and benefitted from communicating with health care providers and/or website moderators to receive feedback and social support.
Partici pants noted asynchronous communi cation tools (eg, email, discussion boards) and progress tracking features (eg, graphical
displays of uploaded personal data) as being particularly useful for self-management support. Despite high attrition being noted
as problematic, this review suggests that greater Web 2.0 engagement may be associated with improvements in health behaviors
(eg, physical activity) and health status (eg, HRQoL). However, few studies indicated statistically significant improvementsin
medi cation adherence, biological outcomes, or health care utilization. Mean SQS scoreswere notably low (mean=63%, SD 18%).
Studies were judged to be weakest on the Maintenance dimension of RE-AIM; 13 reviewed studies (87%) did not describe any
measures taken to sustain Web 2.0 effects past designated study time periods. Detailed process and impact evaluation frameworks
were also missing in almost half (n=7) of the reviewed interventions.

Conclusions: There is need for a greater understanding of the costs and benefits associated with using patient-centered Web
2.0 technologies for chronic disease self-management. More research is needed to determine whether the long-term effectiveness
of these programs is sustainable among larger, more diverse samples of chronicaly ill patients. The effective trandation of new
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knowledge, social technologies, and engagement techniques will likely result in novel approaches for empowering, engaging,

and educating ol der adults with chronic disease.

(J Med Internet Res 2013;15(2):€35) doi:10.2196/jmir.2439

KEYWORDS
chronic disease; self-care; internet; social media

Introduction

Background

According to the Centers for Disease Control and Prevention,
nearly half of al adultsin the United States are living with at
least one chronic health condition [1]. Globally, chronic diseases
such as heart disease, chronic respiratory illness, and diabetes
are by far the leading cause of death, topping most all-cause
morbidity lists [2]. As a result, chronic disease care accounts
for eighty cents of every health care dollar spent (80%) of total
health care expenditures [1]. By 2015, it is estimated that 7 of
every 10 (70%) adults aged 50-64 will have been diagnosed
with at least one chronic condition, with nearly half living with
two or more chronic conditions [3].

Among individual s with chronic disease, the use of the Internet
as a “first stop” for health information has increased steadily
[4]. Even after controlling for various demographic factors such
as age and education, Internet users living with chronic disease
aredlightly morelikely than other Internet usersto access health
information online and more likely to share acquired health
information with others [5]. Considering that more than 2 of
every 4 (50%) adults aged 65 and older are now using the
Internet or email [6], and 7 in 10 (70%) Internet users 65 and
older go online daily [6], Internet-mediated chronic disease
self-management and self-monitoring interventions may exhibit
great potential to reach a broad population of chronically ill
older patients [7-9].

Chronic Disease Patients and Social Networking

Older adults remain strongly connected to offline sources of
medical assistance and advice [5]. This is especialy true for
Americans 65 and older, of whom only 53% used the Internet
and only 34% used any social networking site as of spring 2012
[10]. An earlier report in 2011, however, showed Internet use
to be significantly more common among adults 50-64 yearsold,
with 78% online, 58% seeking health information on the Web,
and 47% using social networking sites [11]. Research shows
that the most common explanation offered by those who do not
use the Internet is the perception that the Internet is irrelevant
to them; they can meet information and communication needs
in other ways and see no point in going online [12]. Among
older adults, another major reason for less frequent use of the
Web, including social media, is lack of access to high-speed
Internet connections. While 60% of adults aged 50-64 have
broadband access at home, the figure falls to 30% for those 65
and older [12]. Blogging and online health discussion forums
arethetwo most popular social networking activitiesfor people
living with chronic disease, primarily because these activities
allow an Internet user to dive deeply into a health topic without
the need for advanced technical knowledge sometimes

http://www.jmir.org/2013/2/e35/

associated with using socia media/networking applications
such as Twitter or Facebook [5].

Nonetheless, use of social networking among older adults is
growing [6]. Approximately 1 in 3 (34%) older Internet users
access social networking siteslike Facebook and LinkedIn, and
approximately 1in 5 (20%) of these users contributes to these
sites regularly by tagging, categorizing, or commenting on
online health/medical content [5,6]. Patients increasingly have
begun to use the Web as acommunication tool, instead of simply
an information vending machine[13]. Older adults, in particul ar,
arewilling to share self-care information within selected social
networksfor the purpose of giving and receiving disease-specific
self-management information [14]. The evolution of e-patient
communities has led to greater opportunities for knowledge
acquisition and social support, leading to improved
health-related quality of life (HRQoL) [7-9,15,16].

Transitioning from Web 1.0 to Web 2.0in Chronic
Disease M anagement

Traditionally, public health experts have provided chronic
disease information in static form through Web 1.0
interventions, which primarily make written and audio materials
availableonline[17-19]. The use of these eHealth interventions
has shown potential to improve health outcomes cost-effectively
[15,20-23]. The rapid growth in adoption of Web 2.0
technologies, as documented above, suggests that participatory
Internet interventions can help older individuals with chronic
diseases become actively engaged in their own headlth care
[15,20,21]. Controlling for age, education, and type of Internet
access, living with chronic disease increases the likelihood of
contributing to or consuming user-generated health content such
as blog posts, hospital or doctor reviews, and podcasts [5,24].
Moreover, online discussion boards provide an open-access
space for chronic disease patients to exchange information and
learn about how to control disease exacerbations [25-28].
Additionally, available evidence shows that online self-help
groups can enhance socia capital in waysthat do not undermine,
and might in some cases strengthen, hyperpersonal connections
between patients and providers [29-31].

Multimedia-sharing software enables chronic disease patients
to share disease management videos, wikis, and podcastswithout
the need for advanced technical knowledge. Teleconferencing
tools such as Skype provide intimate, two-way communication
channelsfor patients and providersto shareinformation, provide
emotional support, and offer practical disease management
advice from a distance [32]. These types of socia software
promote collaboration between patients, caregivers, and
practitioners, |leading to marked shiftsin how patient education
for chronic disease management [33].
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Given that older adults suffering from chronic disease are
becoming more likely participate in Web 2.0 e-patient
communication, it is surprising to note the paucity of formal
evaluations examining use of Internet-mediated information
and communication technologies (ICTs) among older adults.
Specifically, there are no review articles that investigate the
planning, implementation, and/or effectiveness of Web 2.0
self-management interventions among ol der adults with various
chronic diseases. Consequently, few evidence-based
recommendations exist regarding the development of Web 2.0
interventions for this vulnerable population [34]. A synthesis
of theempirical evidence regarding the benefits and limitations
of Web 2.0 interventions can enhance the transferability and
trandlational potential of participatory technologies designed
for healthy aging. Because of this emergent need, the primary
objective of this study wasto systematically review the planning,
implementation, and overall effectiveness of Web 2.0 chronic
disease sel f-management interventions delivered to ol der adults
living with chronic disease.

Methods

Overview

Firgt, it isimportant to operationalize severa termsthat informed
our literature screening process. Web 2.0 was defined as the
technical, aesthetic, and functional criteriaestablished to enable
collaboration and sharing of information between users on the
Internet [35]. A chronic disease was defined as a prolonged
illness not resolving spontaneously or becoming cured
completely, causing nonreversible pathological alteration and
residual disability [1]. We specifically searched for studies
examining selected chronic diseases (eg, heart disease, chronic
obstructive pulmonary disease (COPD), arthritis, hypertension
and diabetes) known to be pervasive worldwide [2]; however,
studies of individualswith other chronic diseases wereincluded
if they met other search criteriaa A chronic disease
self-management intervention was defined as a program
specifically designed to train patients to live with their chronic
condition by teaching them behaviors to promote self-care
and/or foster self-confidence in long-term self-management

capability [36,37].
Search Procedures

Because Web 2.0 formally emerged in the research literature
in 2004 [38], only manuscripts published in English from
January 2004 to October 2012 were considered. The searched
databases included: ERIC, PsychINFO, PubMed, Academic
Search Premiere, CINAHL Plus, and Applied Socia Sciences
Index and Abstracts. Search methodology included entering
various combinations of key search terms into each database,
using controlled vocabulary with the Boolean operators AND
and OR. The search terms included: chronic disease, chronic
illness, heart disease, diabetes, arthritis, hypertension, COPD,
self-care, self-management, outcome, internet, and website. The
terms “older adult” or “elderly” were not included as search
terms to prevent unintentional exclusion of studies examining
adults aged 50 and older, the age cutoff previously used by
international health organizations[39]. Following theliterature
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search, referencelistsfor each eligible study were reviewed for
additional articles.

Selection Criteria

The experimental unit of analysisin this review was studies of
Web 2.0 interventions administered to adults 50 and ol der (mean
age = 50), living with one or more chronic disease(s). Articles
had to describe the planning, implementation, and impact of
the intervention by measuring either process (eg, attitudes,
self-efficacy, socia support), functional (eg, health behavior,
participants’ subjective experience of functioning), and/or
clinica (eg, morbidity, mortality, HRQoL) outcomes. To
minimize the risk of assessment bias, 2 trained researchers
documented the literature search at each step of the screening
process by tracking results generated within each database
search. Titles and abstracts of each study were assessed
independently by 1 reviewer and checked by the second.
Disagreements between reviewers were discussed and resolved
by consensus after referring to the search protocol. A third
qualified reviewer in eHealth communication was consulted to
resolve any discrepancies before data were extracted.

Study Quality Score

We al so assessed the extent to which each study minimized bias
and maximized internal and external validity to obtain an
indicator of study quality using the RE-AIM evauation
framework [40]. The extracted data from the retained studies
were evaluated according to the five dimensions of RE-AIM:
Reach, Efficacy, Adoption, Implementation, and Maintenance
[40]. Reach refers to the percentage and risk characteristics of
individuals who participate in an intervention and how
representative they are of the population being considered.
Effectiveness concerns both the intended or positive outcomes
of anintervention on targeted outcomes (eg, process, functional,
and clinica) and the possible negative or unintended
consequences on quality of life and nontargeted outcomes.
Adoption is characterized as the participation rate and
representativeness of both the settingsin which an intervention
is conducted (eg, doctor’s offices, communities) and the
intervention staff who deliver the intervention (eg, physicians,
health educators). Implementation refers to the extent to which
an intervention is delivered consistently across different
components of staff over time. Maintenance, at the individual
level, describes the long-term results of an intervention (=6
months following intervention contact) among participants; at
the setting level, it refers to either the short-term continuation
or long-term institutionalization of an intervention once the
research project and its supports are withdrawn [41].

RE-AIM can help media developers create practical products
that are more likely to be widely adopted, feasible in medical
practice, and able to produce public headth impact. The
framework has been successfully applied to evaluate the impact
of interactive technology approaches[42]. For example, afocus
on the reach of individuals who engage with technology and
the robustness of intervention effects is crucia to designing
self-management support systems that use appropriate
multimedia aids to help all patients, particularly those from
low-literate populations. In addition, self-management support
is enhanced by focusing on factors such as adoption,
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implementation, and sustainability to provide actionable
information [42].

To develop a unique assessment instrument for this evaluation
task, we assembled quality items from a number of systematic
review guides [43-46]. Reach was assessed by analyzing the
representativeness of our sample by evaluating the sampling
frame, screening criteria, and response rate using items from
the Guide to Community Preventive Services. Systematic
Reviews and Evidence-Based Recommendations [43] and the
Effective Public Health Practice Project [44]. To assess efficacy,
we used a variety of validated items [43-46] to assess the
suitability of study design, credibility of datacollection, program
evaluation, and statistical analyses. We also created two new
items to evaluate how missing data were handled as well as
whether P values and effect sizes were reported.

Adoption was assessed at both the setting and staff levels. At
the setting level, we assessed the short-term feasibility of
delivering the program and whether the Web 2.0 intervention
was incorporated into the existing structure of the sponsoring
institution or organization. At the staff level, we assessed if the
project manager possessed adequate expertise and whether
stakeholder feedback was collected among program staff
members. Implementation was assessed by evaluating Web 2.0
uptake to determine web accessibility, participation adherence
[44], and duration (dosage) and intensity of participant exposure
to the Web 2.0 intervention. In addition, to assess intervention
development and program integration, we administered items
from the Intervention Development and Implementation
subscales of the Preffi 2.0 health promotion quality assessment
package [46], along with one item we created for evaluating
use of incentives (eg, gift cards) for participation. Maintenance
was assessed at the setting and participant levels. At the setting
level, we assessed the contextual conditions and long-term
feasibility of each reviewed study using the Contextua
Conditions and Feasibility subscale of the Preffi 2.0 package
[46]; we added one item to determine whether policies were
developed to ingtitutionalize Web 2.0 in practice. At the
participant level, we created new items based on RE-AIM
evaluation criteria [41] to assess whether positive intervention
effects were observed at > 6 months or > 1 year. We aso
assessed whether long-term attrition remained at or below 30%
at follow-up.

Multimedia Appendix 1 lists of al quality criteria measures
(with scale origins and ranges) that were used to evaluate each
study, and Multimedia Appendix 2 lists the actual items (with
response options and codes) organized by RE-AIM dimensions.
Overall, there were 38 total items programmed into an online
data extraction rubric that was built to input data from this
quality assessment. This tool was pilot tested by the research
team on one manuscript that was not included in thefinal group
of reviewed studies. Following the pilot test, minor
modifications were made to the format and wording to improve
clarity and accuracy. Scores on these items were summed to
compute a raw study quality score (SQS) (range = 1to 61) for
each retained study. To interpret this aggregated total score,
each raw score was transformed by dividing it into the total
possible score (61) and then multiplying it by 100 to obtain a
percentage score for each study that ranged from 0% to 100%.
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Higher percentage scores on the SQS were indicative of higher
quality study design.

The research team also classified Web 2.0 implementation
characteristics including design (ie, technical, information
architecture, aesthetic, and functional), interactivity (ie,
synchronous or asynchronous communication), and content (ie,
disease management information, web content) described within
each reviewed study. We then analyzed which Web 2.0
intervention qualities were associated with targeted outcomes
(eg, process, functional, and clinical) and possible negative or
unintended consequences of the intervention on HRQoL and
nontargeted outcomes.

Results

Study Characteristics

Figure 1illustratesthe three-round process used to select articles
from the initial pool of 3820 articles identified. Eliminating
manuscripts that were not relevant (n=3694) left 126 articles
with another 6 identified through reference list scans. Eight
articles were unavailable through the institutional e-library
database leaving 124 to screen. During theinitial review, articles
were excluded for these reasons: insufficient details on research
design and delivery (n=24); web program not being used by a
chronic disease patient (n=14); or manuscripts written in a
language other than English (n=2). The secondary wave of
exclusion was completed following a full-text review of the
remaining 84 articles. Forty-one of these articles were deemed
ineligible dueto reporting incompl ete research protocols (n=11),
participants not meeting the pre-specified age range (n=10), or
because they involved only a noninteractive Web 1.0 interface
(n=20). The secondary exclusion left 43 articlesfor final review.
The final wave of exclusion resulted in 28 additional articles
being excluded because they lacked any process, functional or
clinical outcome assessments (n=11), or because they provided
little detail on Web 2.0 components included within the
intervention (n=17). These procedures produced 15 articlesthat
met our inclusion criteria.

The final sample of studies were published in a variety of
peer-reviewed journals, including the Journal of Medicd Internet
Research [47-51], CIN: Computers, Informatics, Nursing [52],
Telemedicine and e-Health [53,54], Diabetes Care[55,56], The
Diabetes Educator [57], Patient Education and Counseling [58],
Arthritis & Rheumatism [59], Health Education and Behavior
[60], and Journal of Pain and Symptom Management [61].
Included articles had been published between 2005 and 2012,
with the majority (n=10 or 67%), published in 2010 or later.

Multimedia Appendix 3 describes the primary characteristics
of interest (authorship, study purpose, sample size, and RE-AIM
attributes) in each retained study. Multimedia Appendix 4
reports the SQSs for each reviewed study on each RE-AIM
dimension and subdimension. On ascale from 1 to 61, the raw
SQSs for all reviewed studies ranged from 16 (26%) to 52
(85%). The mean raw SQS score of al reviewed studies was
38.33 (SD 10.43), which corresponded to a mean SQS score of
63% (SD 18%), which was notably low. Only four studies
[51,56,58,59] scored 80% or above on the SQS scale.
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Figurel. Stem-treeillustrating manuscript selection process using various search databases and combinations of controlled vocabulary.
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Representativeness

Eight studies examined individual swith diabetes[48-51,55-58],
with four (n=4) studies specifically targeting type 2 diabetes
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[49,51,56,58]. Two studies examined individuals with COPD
[47,61], and two investigated patients with arthritis or related
musculoskeletal disorders [54,59]. Three (n=3) other studies
were designed for individuals suffering from one or more
chronic condition(s) [52,53,60]. The mean SQS score on the
Reach dimension was 2.33 (SD 0.62) on ascalefrom 0 to 3.

Participation Rate and Country

Sample sizes ranged from n=18 participants in a qualitative
feasibility study [53] to n=855 participants in one randomized
controlled trial (RCT) [59]. Eight studies had more than 250
participants, while six studies reported n<100. Eleven of the
reviewed studiesenrolled primarily White participants, ranging
from 67% (181 of 270 participants) to 97% (38 of 39
participants) of total samplesizes. A little more than half of the
reviewed studies (n=8) consisted of mainly White females
[48,50,52,53,56,57,59,60]. Across all reviewed studies, the
mean age of participants ranged from 52 to 69 years. Studies
took placein several countries; twelvein the United States, and
one each in Canada, Australia, and the Netherlands.

Empirical Effectiveness

Theoretical Framework and Research Design

Eleven (n=11) studieswere RCTs[47-50,52,55-58,60,61], while
five adopted arandomized cluster [54], quasi-experimental [60],
cross-sectional [51], or qualitative [53] design. Constructsfrom
the social cognitive theory (eg, self-efficacy) were used in eight
studies [47,50,54,56,57,59-61], while the social ecological
theory and the 5 As (assess, advise, agree, assist, and arrange)
self-management model were used in two studies[49,58]. Four
reviewed studies did not specify a theoretica framework
[48,52,53,55]. The reviewed studies had relatively stronger
mean SQS scores on suitability of study design (mean=5.47,
SD 1.64 on a scae from 1 to 7) versus overall program
evaluation (mean=7.2, SD 2.98 on ascale from 0 to 12).

Process Outcomes

A variety of process outcomes were measured in the reviewed
studies, providing evidence that Web 2.0 improved confidence
in several aspects of self-management. In five studies, use of
Web 2.0 interventions was associated with statistically
significant improvements in self-management self-efficacy
[47,56,57,59,60], with one study noting positive trends falling
just short of statistical significance (P=.06) [56]. Four studies
reported positive responses towards using Web 2.0 for
communicating with health care providers (ie, nurses, care
managers) [51-54], and five reviewed studies showed
improvement in perceived social support [48,50,56,57,61].

Chronic disease patients utilization of Web 2.0
self-management features was also widely examined in 14 of
the 15 studies. To determine which Web 2.0 features were
accessed most/least often, web log activity was mined in 13
studies[47-52,54-56,58-61]. Three studies[49,51,58] explicitly
noted that individuals enrolled in Web 2.0 interventions at
baseline did not participate after the first few weeks. For
example, in a4-month study of individuals with diabetes [49],
weekly web usage decreased from 189 of 270 (70%) participants
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logging on during the first 6 weeks to 127 of 270 (47%)
participants logging on during weeks 7-16.

Despite short-term attrition being noted as problematic, greater
website engagement was generally associated with better
behavioral and clinical outcomes. For example, more actively
engaged individuals with diabetes showed greater evidence of
disease management activity. McMahon and colleagues [55]
noted that a larger number of website data uploads was
associated with alarger declinein A1C (P=.019), whileNijland
and colleagues [51] noted that highly active Web 2.0 users
consumed medication more often than low/inactive users
(P=.005) [51]. Richardson and colleagues [50] noted that online
walking community participants who viewed more pages, or
posted to the website more often, demonstrated larger increases
in walking step counts (P<.001; P=.03). However, two RCTs
studying individuals with type 2 diabetes suggested that
self-monitoring using Web 2.0 did not improve medication
adherence [49,58].

Functional Outcomes

Findings related to physical activity and nutrition outcomes
were mixed. Three studies by Lorig and colleagues [56,59,60]
reported conflicting results regarding the effect of Web 2.0
participation on physical activity. In RCTs of patients with
musculoskeletal disorders [59] and type 2 diabetes [56], there
were no improvements noted in self-reported aerobic, stretching,
and strengthening exercise; whereas, aquasi-experimental study
of Australians with one or more chronic conditions [60] noted
improvements on weekly minutes of exercise and behavioral
adherence. In other studies of individualswith diabetes[49,58],
self-monitoring of physical activity behaviors improved with
concomitant reductions in dietary fat intake.

Clinical Outcomes

For the most part, the Web 2.0 interventions tested did not
meaningfully impact short-term clinical outcomes, athough
only 6 reviewed studies [47,49,55,57,58,61] measured the
near-term effectiveness of biological and clinical outcomes. For
example, over a 4-month study period, website engagement
among individuals with diabetes was not associated with any
improvements in biological or clinical outcomes[49].

Adoption: Setting and Staff

At the setting level, five of the Web 2.0 interventions were
operated by academic research centers[47,52,54,55,57], while
four were administered by various health care foundations and
clinics [49,51,53,58]. Only three reviewed studies [48,50,60]
did not address issues of adoption at the setting level. Thirteen
of the 15 reviewed studies (87%) discussed staff level
characteristics associated with intervention adoption.
Multidisciplinary teams of researchers and practitioners were
actively involved in adopting the delivery of Web 2.0
interventions for individuals with chronic disease. Severd
studies of individuals with diabetes described team science
initiatives and collaborations [49,51,55,57,58]. These Web 2.0
interventions were staffed by a variety of health professionals
including (but not limited to): diabetes care managers[49,55,58],
nutritionists[49,55,58], nurses[51,55,57], behavioral scientists
[51], primary care physicians [51,58], pharmacists [55],
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psychologists [57], diabetes educators [55], and socia workers
[57]. In each of these studies, one health professional generally
acted as the intervention gatekeeper by conducting an initial
consultation with the participant. Following this preliminary
consultation, routine online follow-up contacts were coordinated
by a multidisciplinary set of providers. Often, these follow-up
sessions or meetings specifically addressed the variety of
concerns that a patient with diabetesislikely to encounter (eg,
medication changes, depression, burnout, coping, healthy
eating).

Other reviewed studies (not restricted to diabetes) also described
how multidisciplinary researcher and practitioner teams came
together to staff Web 2.0 chronic disease self-management
interventions[47,52-54]. Theseresearch teamswereresponsible
for developing and delivering online instructional units and
managing program content and communications. In three of
these studies [47,53,61], nurses took leading roles to execute
patient-centered consultations, host weekly chat sessions and
videoconferences, aswell as schedule and coordinate follow-up
sessions. Studies conducted by Lorig et al [56,59,60] reported
the use of peer moderators (ie, individuals also living with a
chronic condition who are trained to lead self-management
training programs on the Internet) to staff online workshops
and facilitate scheduled Web 2.0 intervention learning activities.
On scalesranging from 0 to 4, the setting (mean=2.2, SD 1.26)
and staff (mean=2.27, SD 1.58) level SQS scores were quite
similar.

Implementation: Program Delivery

Almost half (n=7) of the 15 reviewed studies did not provide a
detailed evaluation of program costs (money, time, human
resources expended), adaptations made to Web 2.0 interventions
over time, or fiddlity to the intervention protocol. The costs of
intervention implementation (ie, money, time, human resource
management) were addressed in only six (40%) of thereviewed
studies [47,49,51,52,54,55]. Cost considerationsincluded time
spent training study staff [55], administration time operating
the Web 2.0 intervention [49,54], and developmental costs
creating web-based instructional materials [52]. Most studies
discussing costs noted that Web 2.0 devel opment and operation
costs were high [47,52,54,55]; however, one reviewed study
noted minimal financial and human resource burdens [51].
Adaptations were made to Web 2.0 interventions in only four
reviewed studies [47,50,54,60]. Changes were necessary due
to technical difficulties[47,60], increased staff needs [50], and
requests for more scheduled web eventsto stimul ate participant
involvement and interaction [54]. Three of the reviewed studies
[48,56,58] reported technical, usability, and integration
challenges that even caused one study to stop early [58]. Less
than half (n=6) of the reviewed studies [47,49,51,52,54,55]
described formal process eval uationsto assess program fidelity.
Mean SQS scores on the Implementation subdimensions (ie,
Web 2.0 uptake, intervention devel opment, program integration)
were not judged to be noteworthy (see Multimedia Appendix
4).

Multimedia Appendix 5 describes the Web 2.0 implementation
characteristicsfor each retained study. Theweb design and user
interface of all reviewed studies supported two main web
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architectures: (1) online discussion groups, forums, boards, and
communities, and/or (2) individualized entry and upload of
personal health data (eg, medication, blood glucose, weight,
exercise frequency). Seven of the 15 reviewed studies (47%)
described how patients uploaded their personal data to a web
platform for review by a clinician or peer moderator
[48,49,56,57,59-61]. Graphic displays of user performance
meeting personal goals were tracked in five of these studies
[49-51,58,61]. Asynchronous communication (ie, participants
do not communicate concurrently with one another,
sending/posting messages at different times) was used most
often through email or an interna messaging system
[47,49,51,55,56,58,61]. Several Web 2.0 interventions
implemented a combination of asynchronous and synchronous
(ie, direct communication where parties are present at the same
time) communication features [47,48,51,54,55,61]. Participants
reported discussion boards [52], resource pages [52,59],
asynchronous electronic messaging [54], personal action plans
[49], and individual progress reports [49] as being especially
useful for interactive health communication.

Lorig et al [56,59,60] enabled participantsto “ self-tailor” their
interactive learning experiences while participating in
interventions. This empowering approach represents an
innovative  implementation  strategy for Web 2.0
self-management [60]. Using this strategy, participants devise
a periodic action plan for themselves according to what
particular self-management activities (eg, use of cognitive
symptom management techniques, drawing up fitness/exercise
regimens, planning meals) they want to engage in over a set
period of time. Then, they are asked to rate their self-efficacy
for accomplishing these planned activities before participating
in the tasks. This reflection encourages patients to think about
doing what is “real” as opposed to what is “ideal” [60].
Self-tailoring operates under principles of self-efficacy theory
[62] by supporting the participant to pursue mastery experiences
over timeto build self-confidence. Six other studiesalso alluded
to implementing principles of self-tailoring by helping
participants develop: (1) action plans, (2) “To Do” lists for
attaining weekly goals, (3) symptom self-monitoring diaries,
and (4) tailored reasong/strategies for goa attainment
[49-51,54,56,58].

Maintenance: Individual and Setting

At the individual level, there were mixed results on the effect
of technical mishaps on patient exposure to Web 2.0 chronic
disease self-management. In several studies[47,48,51], technical
difficulties were associated with (1) decreased participant
engagement, (2) lower intervention enrollment, and (3) increased
nonusage attrition. Problems included lack of Internet access,
unreliable wireless coverage, slowed performance due to
proprietary security software, poor navigation structures, and
overall troublewith log-ins. Several other studiesdid not report
these types of long-term technical problems, however, and
instead reported highly active participation for up to 1 year
among participants [51,54,59-61]. Even comfort with using
computers and the Internet improved among participants
[52-54].
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While only moderate 12-month improvements were noted in
biological outcomes and self-reported health care utilization
[56,59,60], there were other several notable long-term effects
maintained at theindividual level. Glasgow et al [58] and Lorig
et al [60] found statistically significant improvementsin health
behaviors and health status. Several RCTs of individuals with
diabetes reported that Web 2.0 participation was associated with
improved generic health-related quality of life and a reduction
in depressive symptoms [57], greater declinesin A1C [55,56],
and reductions in blood pressure [55,58].

At the setting level, 13 of the 15 reviewed studies (87%) did
not describe any substantive measures taken to sustain Web 2.0
interventions past designated study time periods. The mean SQS
scores on both the setting (mean=3.13, SD 2.26 on ascalefrom
0to 7) and individual (mean=1.53, SD 1.25 on ascale from 0
to 3) levels of the Maintenance dimension were judged to be
the lowest of all RE-AIM dimensions that were eval uated.

Discussion

Thisreview providesasynthesis of research studiesthat describe
Web 2.0 chronic disease self-management inventions for older
adults. Healthy Aging 2.0 argues that the evolution of older
e-patients using participatory Web 2.0 technologies (eg, social
networking, telemedicine, mHealth applications) requires new
methods for transforming current health care communications
[63]. Several overarching recommendations gleaned from this
literature review will be discussed in the context of RE-AIM to
guide the planning, implementation, and evaluation of future
chronic disease self-management Web 2.0 interventions.

Reach

Some researchers have proposed that the “digital divide” in
health promotion and disease management may be shrinking
[24,64]. This systematic review indicated that the majority of
reviewed interventionstargeted only older adultswith diabetes,
and most involved small samples primarily consisting of white
females in the United States. Additional research is needed
among older adults with other types of chronic conditions (eg,
arthritis, hypertension, COPD) to determine actual usage as
well as disease-specific reasons for use and nonuse of Web 2.0
technologies. Understanding disease-specific factors is
important, because the effects of Web 2.0 engagement will
likely be stronger if health care practitioners determine the type
of patients more likely to log in regularly as opposed to
sporadically. Strengthening the breadth of Web 2.0 interventions
to include multiple chronic conditions will likely have an
adverse impact on reach however [58]. Therefore, we need to
cost-effectively reach diverse samples of older adults who are
managing a variety of comorbid conditions. More sufficiently
powered studies should attempt to include underrepresented,
medically underserved chronic disease patients to determine
how these populations may benefit from Web 2.0
self-management support programs.

Effectiveness

To date, researchers have insisted that too few high-quality
Web-based interventions have been conducted to sufficiently
test the effectiveness of different types of Internet-mediated
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interventions [20,65]. The majority of studies in this review
(n=9), however, were theoretically based RCTs that provided
a relatively high level of evidence. Older adults felt greater
self-efficacy for managing their disease(s) and benefitted from
interacting with health care providers and/or website moderators
to receive feedback and support. When familiarity with Web
2.0 improves, older participants (especially those with low
self-efficacy and social support) may gain knowledge, skills,
and mastery experiences to reinforce recommended
self-management strategies. Evidence suggeststhat greater Web
2.0 engagement may also be associated with more positive
behavioral (ie, physical activity) and clinica (ie, HRQoL)
outcomes, however, this review indicates that Web 2.0
self-management interventions have yet to meaningfully impact
medication adherence, biologica outcomes, and heath care
utilization among older adults.

In order for Web 2.0 self-management interventions to become
core components of chronic disease management programs,
more evidenceisneeded to support that Internet-mediated health
| CTsareassociated with improvementsin health outcomes. For
many of the reviewed studies, it was not clear which aspect or
component of each intervention was most effective even though
web log activity was monitored in amost al (93%) of the
reviewed studies. As was indicated in our SQS quality
assessment, impact evaluations ng Web 2.0 engagement
were generally lacking. Thisdiminished theresearchers’ ability
to determine patient satisfaction with different ICT exposures
and limited further insightsinto the primary usability problems
leading to low usage. Future Web 2.0 studies should use impact
evaluation frameworks to reveal the active components of
multicomponent Web 2.0 interventions so that we may
determine the contexts in which treatments are most effective
[66] and also distinguish the right combination of human and
computerized support necessary to facilitate sustained
participation [58].

Adoption

Among the studies that addressed adoption at the setting level,
most described team science approaches to adopting Web 2.0
for chronic disease self-management support. Multidisciplinary
groups of health care and ICT professionals built upon shared
skills and experiences to develop chronic disease
self-management interventions, primarily for individuals with
diabetes. Given the increased emphasis on the coordination of
chronic careteams|[3], it isinteresting to note the omnipresence
of provider teams participating in the development of Web 2.0
interventions. The minimum administrative time burden
associated with operating an interactive chronic disease
self-management website may be quite high; thus, team-based
approaches may reduce the administrative burden placed on
individual health care unitsto operate Web 2.0 self-management
support programs. Future studies should conduct more detailed
setting and staff level analyses to determine whether operating
Web 2.0 salf-management interventions is feasible within
existing public health and health care administration units.

I mplementation

Even though participants viewed Web 2.0 favorably, program
implementation was not seamless. M ost studies noted that Web
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2.0 development and operation costs were high, and the majority
of studies did not sufficiently evaluate implementation quality
[67]. Less than half of the reviewed studies described formal
process evaluations to assess program fidelity. Process
evaluations areimportant to: (1) identify best-practice strategies
for future programs, (2) reduce potential for technical
difficulties, (3) determinethe amount of time patientsarewilling
to spend using Web 2.0 for self-management support, and (4)
estimate the amount of human and financial resources necessary
for high-quality delivery. Implementation costs include trained
facilitators, online data collection/analysis, Web system testing
and hosting, aswell asback up servicesfor technical anomalies
[54]. Cost projections encourage program devel opersto consider
issues of dosage, staff training/supervision procedures, and
revising administrative and practice responsibilities of health
care personnel. Different Web 2.0 models need to be evaluated
economically before these resource-intensive interventions are
disseminated to chronicaly ill older adults at the population
level [47].

Asynchronous communication tools (ie, email, interna
messaging systems, discussion boards) and personal tracking
features (ie, graphical displays of uploaded data) were noted as
some of the more useful interactive Web 2.0 components.
Promising findings from multiple studies suggested that
“self-tailored” Web 2.0 approaches may reduce health distress
and activity limitation, improve health status, and foster patient
engagement more so than less patient-centered Web 2.0
approaches. Whilethesetoolsand strategies have shown promise
in promoting interaction, it remains unclear how best to define
and measure web engagement/participation among older
participants [68]. Post hoc patient interviews in this population
may be important for better understanding the engagement
construct, especialy since individual  psychosocial
characteristics may be highly associated with level of Internet
use [49,58]. Some researchers have recommended that scatter
plot displays of the relationship between engagement and
outcomes be analyzed, along with logistic regression analyses
that determine whether unique patient characteristics predict
dichotomous threshold use indices for different Web 2.0
components [49,58]. Future research should determine
engagement metrics that are important to evaluate during Web
2.0 chronic disease self-management interventions.

Integrating Web 2.0 self-management interventionsinto primary
care settings seemslike alogical next venue for implementation
[58]. Petient-centered health care organizations can employ
virtual communities to direct and support chronic disease
patients [69]. Some research has shown that e-patients with
chronic diseases want easy access to multiple interactive tools
they can control and customize [70]. Other research indicates
that patients prefer fewer system components that can be used
repeatedly [71]. Flexible tools that give users greater control
and choice may be more convenient and customizable, and thus
result in greater patient satisfaction, sustained engagement, and
more positive health  outcomes.  Forward-thinking
implementation strategies should recognize patients as experts
intheir own disease process and management [54]. Thesetypes
of progressive approaches arelikely to generate on-line contexts
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that deliver more personalized self-management training
experiences.

Maintenance

Managing illnessis alifelong responsibility for chronicaly ill
older adults, who often have to deal with physical limitations
and increasingly difficult living conditions over time [72].
Regrettably, the reviewed studies were judged to be weakest
on the Maintenance dimension of the RE-AIM evaluation
framework. At 12 months, only moderate overall gains were
observed in biological outcomes and health care utilization.
There were, however, some long-term improvements to report
in health behavior, health status, and even with respect to afew
clinical markers[55,58-60]. Future studies should be designed
to have longer follow-up periodsto test whether positive 1-year
intervention effects can be sustained among larger, morediverse
samples of chronically ill patients over longer periods of time
in spite of low-usage attrition or dropout [22].

Maintaining and expanding Web 2.0 for chronic disease
self-management requires abetter understanding of the barriers
that prevent continuous access to the Internet. We do not yet
fully understand which factors influence long-term use/nonuse
of Web 2.0 because user attrition in older adult chronic disease
populations is rarely examined in depth. Health care policy
makers would be best served by accounting for the way older
adults are using Web 2.0 technologies to research personal
health choices and interact with headth care experts [73].
Elementscrucial to the maintenance of future interventions may
include: (1) establishing multidisciplinary teams, (2) allowing
adequate time for research and development, (3) securing
sufficient resources for building and maintaining an online
presence, and (4) developing an integrated process and impact
evaluation framework [74]. Future interventions should
continuously evaluate individual needs and system requirements
to understand which intervention strategies are best suited for
Web 2.0 [51].

It was interesting to note that as program exposure increased
among participants, so too did comfort with using computers
and the Internet. Future interventions should consider installing
feedback mechanisms and triggers (eg, email reminders) that
provide automated messages to motivate and inspire users to
participate in interactive self-management experiences on the
Internet. So-called “push factors’ may influence persistent
engagement and support longer-term use [75]. Currently, it is
unclear which types of automated supports (eg, email alerts,
text message reminders, inspiring testimonial s) encourage more
activeinvolvement in Web 2.0 chroni ¢ disease self-management.
Additional research should determine whether personalized
feedback from a real person is more persuasive than
computerized tailored feedback and how to achieve the most
effective and cost-effective balance between automated and
nonautomated correspondence when using Web 2.0 [51,58].

Limitations

This study had several limitations. Although the search was
comprehensive and systematic, using a rigorous method of
searching and reviewing articles, some studies may have been
overlooked due to lack of indexing in searched databases.
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Moreover, variable terminology used to describe web-based
chronic disease self-management programs on the Internet could
have led to missing certain eligible studies. Asaresult, thefinal
sample of articles included in the study (n=15) may have been
limited. In addition, several articles had relatively small sample
sizes, which may have not been representative of the patient
populations from which they were drawn. Consequently, our
ability to generalize is limited. Diversity in the samples was
also lacking. The samples in the reviewed studies consisted
primarily of highly educated, white patients. Lower
socioeconomic status popul ations, with low-literacy levels, were
underrepresented in the reviewed studies.

The combination of dropouts and limited adherenceto program
activities may aso have led to a misrepresentation of
intervention effects. Participants who did participate in these
interventions may have unintentionally (or intentionaly)
contributed dubious or outright false health information that
may have negatively impacted other intervention participants.
Thelack of regulation when delivering self-management training
opportunities via Web 2.0 may prompt false senses of
empowerment to the extent that patients may even contest
treatment options and decisions handed down from their health
care providers.

Conclusions

We can expect many specialized, patient-centered websites to
arise in response to specific chronic disease information needs
[76]. While Web 2.0 may help train chronically ill patients to
make informed decisions and solve daily self-management
problems [22,48], the effectiveness of Web 2.0 interventions
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for patientswith chronic diseasesremainsasignificant challenge
[77]. There is concern that Web 2.0 tools are made available
regardless of usahility, acceptability, and/or associated outcomes
[78]. To extend the reach of chronic disease self-management
and promote more widespread Web 2.0 adoption across different
health care settings and among multidisciplinary teams of health
care providers, future research should attempt to determine how
to create personaly customizable content-sharing websites
regarding healthy lifestyles, treatment options, and locating
available health services. Given that older adults are the fastest
growing group of novice computer users [79] and that the
opportunity to reach these individuals will increase as older
adults become“wired” for Internet access[6], researchers must
actively explore how to improve the quality of these
interventions for older populations.

A patient-centered, evidence-based framework is needed to
design and deliver Web 2.0 technologies to older adults who
may require specialized tools because of functional and
cognitive impai rments associated with aging [80]. Using results
from this review in concert with the RE-AIM model may
provide guidance for creating more patient-centered chronic
disease self-management models that consider Web 2.0 user
interfaces (technical, information architecture, aesthetic, and
functional), communication features (synchronous or
asynchronous), and learning modalities (low-literate
instructiona design). The effective trandation of these strategies
using Web 2.0 applications will likely result in new approaches
for empowering, engaging, and educating older adults with
chronic disease.
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Abstract

Background: Recruiting participants to randomized controlled trials of health interventions can be very difficult. Internet-based
recruitment is becoming an increasingly important mode of recruitment, yet there are few detailed accounts of experiences
recruiting participants to mental health interventions.

Objective: To report on our experience with Internet-based recruitment to an online depression prevention intervention and
pass on lessons we learned.

Methods: Participants were recruited to the Mood Memos study, an online preventive depression intervention, purely through
Internet-based sources. The study was targeted to adults with subthreshold depression symptoms from several English-speaking
countries. A variety of online recruitment sources were trialed, including search engine advertising (Google, Yahoo!, Bing),
Facebook advertising, posts in forums and online noticeboards, and promotion through relevant websites and email newsdl etters
of mental health organizations.

Results. The study websitereceived visits from 94,808 individuals over the 14-month recruitment period. The recruitment target
was reached with 1699 individuals signing up to the randomized controlled trial and 1326 fully enrolling. Most visitors arrived
via Google advertising, which promoted a depression-screening questionnaire. Google advertising accounted for nearly half of
the total participants who signed up to the study, at an average cost of AUD $12 per participant. Promoting the study through
trustworthy organizations and websites known to participants was al so effective. Recruitment techniques that were less effective
were contacting forums, email groups, and community noticeboards.

Conclusions: Severa techniques, including Google advertising, were successful in recruiting participantsto atrial evaluating
an online depression intervention. Results suggest that I nternet-based recruitment to mental health interventions is feasible and
can be relatively affordable.

Trial Registration: ACTRN12609000925246

(J Med I nternet Res 2013;15(2):€31) doi:10.2196/jmir.2262

KEYWORDS
Internet; research subject recruitment; depressive disorder; preventive psychiatry; randomized controlled trial

to recruit the targeted number of participants or experience
delays in participant recruitment [1]. A number of strategies
h have been proposed to improve recruitment rates [2]. Among
these, Internet-based recruitment is growing in popularity,

Introduction

It can be very difficult to meet recruitment goals in healt
research, particularly trials of interventions. Many studies fail
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particularly in health survey research [3] and in interventions
to improve physica health, such as smoking cessation
interventions [4,5]. Thisisincreasingly feasible given the high
levels of access to the Internet in developed countries [6].
Internet-based recruitment has several advantages, such asthe
ease of reaching people from awide geographic areaincluding
locations remote from researchers. Anonymous participation is
possible, which is useful for highly sensitive topics such as
illicit drug use [3] and sexuality [7]. It can also be easier to
recruit large samples cost-effectively [4].

Most research on the cost of Internet-based recruitment hasbeen
published in the area of substance use and smoking cessation
[4,5,8-11]. Costs per completed survey or enrolled participant
have varied across (and within) these studies for a variety of
reasons, such asdifferent online advertising types (eg, Facebook,
Google search, and banner advertising), the percentage of
eligible participants who clicked on the ad, and the use of
incentives to participate. Ramo et al [5] evaluated the cost of
recruiting young adult smokersin the United Statesto complete
an online survey about substance use through text
advertisements and banner advertisements on socia networking
and lifestyle websites, as well as a separate study using
Facebook advertising [11]. Text and banner advertisements cost
an average of US $43 per completed survey, but Facebook
advertising (targeted to sociodemographic characteristics and
substance keywords in user profiles) cost an average of US
$4.28 per completed survey. Recruitment through Google
advertising was also cost-effective for several smoking cessation
interventions, including 2 randomized controlled trials [4,8,9].
Google Search advertisements cost on average US $5 to $8 per
registrant to QuitNet [4]. Thiswasfar |ess expensive than banner
advertising on popular websites with broad reach, which cost
up to US $476 per participant and had fewer registrants to the
program. Similarly, Gordon et a [9] found an average cost per
participant of US $6.70 through Google advertising, which was
much less expensive than a media campaign (US $92) and
newspaper advertising (US$115). Buller et a [8] found ahigher
average cost per participant from Google advertising (US $41),
but it was the least expensive advertising type in their study,
comparing favorably with US $56 for distribution of printed
promotional material and US $134 for Quit-Line phone
screening.

Despite the growth in Internet-based interventions for mental
health problems, such as computerized cognitive behavior
therapy [12], Internet-based recruitment to mental health studies
is uncommon [13,14]. Evaluations of these interventions have
often used traditiona offline recruitment methods, such asflyers,
newspaper advertising, and sourcing participants from users of
health services. Recruitment problems are amplified in
preventive medicinewhereit can be especially difficult to recruit
participants to preventive trials targeting individuals at risk
rather than those with adiagnosed condition (who may already
bein contact with health professionals). In addition, these studies
typically require large sample sizes. Trials that do not recruit
participants from a health service often use media releases to
advertise the study or screen members of the public through
mail surveys to determine whether they meet study eligibility
criteria[15].
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More than a quarter of Internet users search online for
information about depression, anxiety, stress, or mental health
issues [16]; antidepressants are the second most searched-for
treatment on WebMD [17]. Therefore, targeting individuals
who use the Internet to seek information or support for mental
health problems could be a useful method of recruiting
participants to Internet-based mental health interventions.
However, there are few detailed accounts of recruitment
experiencesto guide mental health researchers. Such information
is critical to trial planning because recruitment success will
determine the feasibility of a study, and both traditional and
Internet recruitment methods can consume a substantial part of
trial budgets.

We recently developed an Internet-based intervention (Mood
Memos) to improve depressive symptoms in adults. Theinitial
Mood Memos trial targeted people with mild symptoms who
were at risk for depressive disorders. Thus, we did not have a
geographically or service-defined population from which to
sample (eg, a mental health clinic). Therefore, we decided to
investigate the potential of recruiting participants solely through
Internet sources. Internet-based recruitment was feas ble because
the intervention was completely Web-based and automated,
with Web-based questionnaires used to assess digibility. This
meant that individuals who had turned to the Web for
information or support about depression could seamlessly sign
up to the study and start receiving the intervention immediately.
Furthermore, Internet-based recruitment enabled access to a
larger pool of potential participants than was possible if
recruitment was restricted to our geographic location
(Melbourne, Australia). This was important because the study
required alarge sample size to detect the predicted small effect
size associated with a low-intensity preventive intervention.
We explored avariety of Internet-based recruitment techniques.
In this paper, we document our experience with Internet-based
recruitment to amental health intervention and the lessons we
learned.

Method

The Mood Memos study was a randomized controlled trial
(ACTRN12609000925246) testing whether self-help behaviors
for depression could be improved by promotional messages
sent by email [18,19]. Participants received a series of automated
Mood Memo emails over a 6-week period, which encouraged
the use of effective self-help strategies endorsed by experts.
These emails were found to reduce depression symptoms and
psychological distress relative to control emails that provided
information only [18]. The study was an indicated prevention
trial, with a minimum of 800 participants required to have
adequate power to detect the predicted small effect size.
Allowing for dropouts, we set atarget recruitment size of 1200
participants.

The study was open for recruitment between February 2010 and
March 2011. Participantsjoined the study by visiting the Mood
Memoswebsite[20], and undergoing screening for subthreshold
depression. There were no incentives given to participate. The
website was established for the express purpose of recruiting
to the study and included only the screening questionnaire,
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information about the study, and links for immediate help from
other sources. The Patient Health Questionnaire depression
scale (PHQ-9) [21] was used to screen for depression. It can be
scored as a continuous measure of depression severity or by
using a diagnostic agorithm to make a probable diagnosis of
major depression. The frequency over the past 2 weeks of each
of the 9 criterion A symptoms of amajor depressive episode as
defined by the Diagnostic and Statistical Manual of Mental
Disorders, 4th Edition (DSM-1V) was assessed on a 4-point
Likert scale (O=not at all; 3=nearly every day). Total scores
range from 0 to 27, with cutpoints of 5, 10, 15, and 20
representing mild, moderate, moderately severe, and severe
levels of depressive symptoms, respectively [22]. Because we
targeted participants with subthreshold depression symptoms
(clinically relevant depressive symptoms at levels that did not
meet the criteriafor major depression), rather than use a cut-off
score, we included participants with 2 to 4 symptoms of
depression [23] experienced most of the time for 2 or more
weeks, which had affected work, home, or social functioning.
Other inclusion criteriawere aged 18 years or over; not receiving
treatment for depression from a health professional (nhot
including maintenance anti depressant medication for 6 months
or more); a resident of Australia, New Zealand, the United
Kingdom, Ireland, Canada, or the United States; and had access
to the Internet at least weekly. Once participants were screened
and found to be eligible, they provided a name and email
address. A hyperlink to the baseline questionnaire package was
then sent to this email address. Once the baseline assessment
was complete, participants were randomized to condition and
immediately sent the first of 12 Mood Memo emails. The trial
was approved by the University of Melbourne Human Research
Ethics Committee (HREC 0931313).

Our intention wasto recruit participantsfrom avariety of online
sources, and although we initially specified some recruitment
sources, we were flexible in exploring new online recruitment
opportunities. We trialed a range of recruitment techniques,
including search engine advertising, Facebook advertising,
emails to personal and professional networks, posts in forums
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and online noticeboards, submitting the website to website
directories, distributing an online press release, and promotion
through relevant websites. Advertising costs are reported in
Australian dollars (AUD); during the advertising period, AUD
$1 ranged between US $0.98 and $1.02 [24].

Results

Overview

According to Google Analytics reports, there were 101,113
visitsto the Mood Memos website from 94,808 unique visitors,
accessed from 703 sources (eg, websites or direct uniform
resource locator [URL] entry) over the 14-month recruitment
period. The website was accessed from 118 countries, with most
visiting from the United Kingdom (55.8%), Canada (15.0%),
Australia(14.7%), and the United States (6.6%). The depression
guestionnaire screened 80,105 people; 1699 signed up to the
study and 1326 completed all baseline assessments and were
fully enrolled. The vast majority of website visitors came from
Google advertising, which sent more than 87,000 visitorsto the
website. Nonpaid visitors from search engines such as Google,
Bing, and Yahoo! (ie, organic search traffic) accounted for 936
visits. There were 5236 visits from other nonpai d websites, with
most referrals from Psychological Research on the Net [25],
Mood Disorders Society of Canada [26], StumbleUpon [27],
eHealth Forum [28], and Balance NZ [29]. Direct traffic (eg,
entering thewebsite URL) accounted for 7415 visits. Theresults
from sel ected attemptsto promote the study online are described
in more detail subsequently, and an overview of their advantages
and disadvantages is shown in Table 1. Due to a technical
oversight, it is not possible to provide data on the recruitment
source of every participant; participants recruited through links
from within emails (eg, an email newsletter) were recorded as
direct visitors. Future recruitment campaigns can avoid this
limitation by using Google’s URL Builder tool, which allows
details about amarketing campaign to be added to the URL and
then tracked by Google Analytics. Nevertheless, we can give
an overview of the success of each recruitment technique and
our solutions to the challenges we experienced.
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Table 1. Overview of advantages and disadvantages of recruitment sources in the Mood Memos study.

Attributes Recruitment source
Googleadvertiss  Facebook adver-  Forums Linksonoth- Onlineno-  Google or Emails from relevant organiza-
ing tising er websites  {jcahoargs?  Yahoo tions
groups
Advantages
Broad reach O
Targeting O O O 0
Low ongoing ef- O
fort
No cost g O g O
High conversion
rate
Implicit endorse- O O
ment
Disadvantages
Narrow reach ad O
High learning O O
curve
High cost O O
Low conversion 0
rate
Time-consuming d
Difficulty acquir- O O O O
ing permission

@For example, Craigslist and Gumtree.

Google Advertising

Search engine advertising wastrialed with Google, Yahoo!, and
Bing between October 2010 and March 2011 (Bing and Yahoo!
merged their advertising services during the trial). Resources
weredirected toward Google advertising becauseit proved more
effective than either Yahoo! or Bing. Search engine advertising
services display ashort advertisement when auser searchesfor
certain keywords, which are preselected by the advertiser.
Advertisers competitively bid on specific keywordsto get their
ads shown. The number of timesan ad isdisplayed is dependent
on the budget of the advertiser, competition from other
advertisers for the chosen keywords, and the quality of the ad.
Google provides advice on how to improve ad quality, and there
are numerous books and websites that offer similar advice.

Advertisers can choose to pay each time an ad is displayed or
each time it is clicked on (pay-per-click). We chose
pay-per-click because thisis more cost-effective for ads whose
primary purpose is to direct a viewer to a website rather than
promote abrand. There are avariety of advertising settings that
can be adjusted and experimented with, including daily budget,
targeted locations, ad scheduling for time of day or day of the
week, and keyword search term precision. We experimented
with a number of different keywords and ads, and found that
the most successful combination were ads that targeted
individuals seeking a depression test or information about
symptoms because they thought they might have depression
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(see Figure 1 for examples of Google advertisements used in
the study). The depression test ad and keyword combination
attracted a large number of searches, a reasonable percentage
of clicks per display of the ad (an average click-through rate of
6.0%) [30], but was still affordable (AUD $0.08 per click). The
average cost per participant sign-up using this keyword was
AUD $9.86. Although each click on this ad was inexpensive,
less than 1% of clicks led to a participant signing up to our
study. Thislow conversion rate was not unexpected, given that
participation was restricted to those with a narrow range of
depressive symptoms, and because Google users did not
necessarily visit the Mood Memos website to sign up to the
study, but rather to find out if they were depressed. In fact, most
individualswho visited the website through Google advertising
returned a screening result of probable major depression (5 or
more depressive symptoms) rather than subthreshold depression
(63.7% versus 20.7%, respectively). Figure 2 shows the
distribution of scores on the PHQ-9 from those who were
screened via Google advertising. Other recruitment sources
returned alower rate of probable major depression (49.4%) than
Google advertising.

Keywords and adsrelated to self-help or coping with depression
werealso used (eg, coping with depression, depression self-help,
and how to deal with depression). However, although they were
more specific to the study, they attracted fewer searches, alower
click-through rate, and consequently fewer participants. Either
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we did not hit upon appropriate keywords or our ads were not
attractive to users searching with these keywords.

Keyword bids were more expensive initially, but reduced in
price as more people clicked on our ads and our quality score
improved. The quality score is an index calculated by Google
based on an estimate of the relevancy and usefulness of the ad
and Web pagetowhichit leads[31]. In our case, the" depression
test” keyword cost AUD $2.74 per click initially, but within 10
days had reduced to AUD $0.14. The cost per click will vary
with the targeted geographic location because it depends on
how many other advertisers are also targeting particular
keywordsin that location. Although we targeted all 6 countries
equally, our ads were displayed less frequently in the United
States and more often in the United Kingdom. Thiswas because
we chose automatic bidding for keywords, which meant that
because of greater competition in the United States for our
keywords, sometimes we were outbid by other advertisers or
our ads were not ranked highly enough to be displayed in the
first page of search results.

Overal, our ads were shown 1,251,262 times and received
75,225 clicks from Google keyword search. The average
click-through rate was 6.01%, the average cost per click was
AUD $0.09, and the average sign-up rate from those who clicked
on the ads was 0.80%. Thisled to 602 people signing up to the
study, at an average cost of $10.75 per person.
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Display network advertising on Google was a so utilized. This
shows advertisements (text and other media) on websites that
have been contracted to display advertising from Google.
Specific websites can be targeted or Google can select
appropriate websites based on the keywords chosen by the
advertiser. Google display network advertising was chosen as
an alternative to banner advertising on popular websites, which
is prohibitively expensive. Our ads were displayed 4,759,393
times and received 16,883 clicks. The magjority of clicks were
produced from About.com Depression [32] and NetDoctor [33].
Our click-through rate was lower than for keyword search
advertising (0.35%), as found by other researchers [3]. It was
also dightly more expensive than search engine advertising,
costing an average of AUD $0.13 per click over the life of the
campaign, but it had a dightly higher participant sign-up rate
(0.91%) compared to search engine advertising (0.80%). Display
network advertising led to 153 people signing up to the study
at an average cost of AUD $14.71 per sign-up.

Overall, advertising on Google was an effective recruitment
source. Of 1699 participantswho initially signed up to the study,
755 (44.44%) wererecruited through Google advertising. These
participants were recruited over a 6-month period at an average
cost of AUD $11.55 per participant.
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Figure 1. Examples of paid advertisementsin the Mood Memos study. CTR=click-through rate (percentage of clicks per impressions); CPC=cost per
click; Conv rate=conversion rate (percentage of sign-ups per clicks); CPS=cost per sign-up; N/A=not applicable.

a) Successful Google ads

Depression test

Take our quick, easy, and anonymous
test to see if you have depression
www.moodmemos.com

Display network

Impressions: 4,739,517
CTR: 0.35%

Average CPC: $0.13
Conv. rate = 0.90%
CPS=$14.81

Keyword search

Impressions: 1,248,583
CTR: 6.02%

Average CPC: $0.09
Conv. rate = 0.80%
CPS=$1073

Example keywords:
depression test
depression symptoms
am | depressed

b) Less successful Google ads

Self help for depression

Feeling depressed and want to help
yourself? Join the Mood Memos study
www.MoodMemos.com

Feeling down or low?

Want to improve your mental health?
Join the free Mood Memos study
www.MoodMemos.com

AYER O

depressed?

B mood

IMEMOS I‘

Impressions: 83,998
CTR: 0.13%
Average CPC: $0.25
Conv. rate = 0%
CPS=N/A

Impressions: 12,171
CTR: 0.07%
Average CPC: $1.96
Conv. rate = 0%
CPS=N/A

Impressions: 13,622
CTR: 0.44%
Average CPC: $0.18
Conv.rate = 1.67%
CPS =5%10.65

Impressions: 954

CTR: 0.84%

Average CPC: $0.28
Conv. rate =0%
CPS=N/A

Example keywords:
depression self help
self help for depression

Impressions: 947
CTR: 0.84%
Average CPC: $1.11
Conv. rate = 0%
CPS =N/A
Example keywords:
depression help
help for depression

c) Facebook ads

Feeling blue?
moodmemos.com

Depression test
moodmemos.com

mood‘%)

memaos -

Want to help yourself
feel better? Join the
Mood Memos online
study and you'll receive
info and advice about
depression by email.

Impressions: 340,406

CTR: 0.026%

Average CPC: $0.69
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moodg\,

memaos

Take our quick and
anonymous test to see
if you have depression.
Then sign up to the
Mood Memos study for
free help with
depression.

Impressions: 1,507,235
CTR: 0.065%
Average CPC: $0.60
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Figure2. Distribution of scores on the Patient Health Questionnaire (PHQ-9) from those participants screened through Google advertising. Subthreshold
depression scores for participants eligible for inclusion in the Mood Memos study ranged from 3 to 17 on the PHQ-9.
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We tested advertising on Facebook, but found it was less
cost-effective than advertising on Google, so we did not persist
with it. Advertising on Facebook works differently than search
engine advertising because ads are targeted to specified
demographics (eg, age, gender, location, relationship status,
and education) and user interests rather than search keywords.
Thiswasless useful for the Mood Memos study, which was not
targeting narrowly defined demographic subgroups, other than
adults 18 years or over from the 6 dligible countries (Australia,
New Zealand, the United Kingdom, Ireland, Canada, or the
United States). However, we experimented by targeting our ads
to people whose demographics or likes/interests indicated they
were at higher risk of depression (eg, females, “depressed,’
“lonely,” and “unemployed”). Our adsweredisplayed 2,051,216

http://www.jmir.org/2013/2/e31/
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an average of AUD $0.62 per click. Facebook advertising
recruited 35 participants, averaging $19.89 per participant.
Figure 1 shows examples of the Facebook advertisements used
in the study. Other studies with focused participant
demographics have had more success in recruiting participants
through Facebook [34].

Forums

Online depression forums (or Internet support groups) are very
common and many have tens of thousands of members [35].
We thought mental health forums would be agood recruitment
source of people experiencing depression symptomswho would
be interested in participating in the study. Some forums also
have sections dedicated to research studies seeking participants.
We performed searches on Google and Bing to identify forums
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inwhichto post, aswell asfollowing linksfrom other websites.
However, this recruitment source was much less useful than
expected. We approached 58 forums related to depression and
other related problems, but only 25 responded with permission
to post about the study. Many of the larger forums had policies
that outright denied permission to post about research studies.
Although some smaller forums gave permission to post, this
was usually atime-consuming process involving signing up to
theforum and creating auser account, then identifying the forum
moderator or administrator and contacting them for permission
to post, and then finally submitting the post and monitoring
responses. We found recruitment through online forums of
limited use, possibly because many of the users of these forums
were not eligible to participate because they were aready too
depressed or were receiving treatment from a professional.
Furthermore, other studies that have had success recruiting
through online forums have been for cross-sectiona
guestionnaires rather than longitudinal interventions [36].
Perhaps the lack of response to our forum recruitment drive
may have been partly because of the additional obligations
required for participation in alongitudinal trial.

Links From Websites

A variety of mental health websites were contacted, informed
about the Mood Memos study, and asked to promote it on their
website or via email newsletters. Many websites would only
agreeif therewasareciprocal link onthe Mood Memoswebsite.
A new page of supporters was created to accommodate this
requirement. This page thanked each organization or website
that had hel ped promote the study to participants. Some websites
were generousand included alink and blurb on their home page;
others listed the website within a section of their site that
contained linksto other interesting websites. The Mood Memos
website was also listed on several websites that promote
participation in research in general or psychology in particular.
The advantage of promoting the study through other mental
health websites was the broad exposure to the Mood Memos
website offered by these credible, well-established websitesthat
had hundreds or thousands of daily visitors.

Online Community Noticeboar ds

We explored the effectiveness of posting an invitation to
participate in the study on websites that function as online
community noticeboards (eg, Craigdlist [37] and Gumtree[38]).
It is free to post a classified ad on these websites, and other
survey-based studies have found them an effective recruitment
source[5]. However, although free, these websites are designed
to offer products and services to local residents only. Posting
in multiple categoriesor locations concurrently (eg, Melbourne
and Sydney) is not alowed, and the American and Canadian
Craigdist websites required a local mobile phone number to
confirm the advertisement, preventing advertisements by
foreigners. On Craigdlist, we posted a study announcement in
4 cities (Melbourne, Sydney, London, and Birmingham) in
various categories (volunteers and therapeutic services), but
had only 29 visits, with 3 participants signing up to the study.
Similarly, we posted information about the study in 4 citieswith
Gumtree Australia, United Kingdom, United States, and Ireland,
but had only 1 participant sign up via these ads. We had more
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success posting anatice in the online student noticeboard at the
University of Melbourne (where the study researchers were
based). Thiswebsite is aportal of officia services (eg, subject
timetables) for students at the University of Melbourne, but also
allows moderated notices to be posted that may be of interest
to students. We posted the study notice 4 times over the
recruitment period, and observed a noticeableincreasein visits
and enrollments coinciding with each posting. This success may
be because the notice was targeted at a group at high risk for
depression (ie, university students [39]) and because students
may have trusted the study because it was conducted by staff
members of their university.

Email Groupsor Lists

We also tried contacting members of various email groups or
lists. Yahoo! and Google provide a free service in which
individuals with shared interests can join an online group and
share messages and information. These messages are sent to
email accounts or can be viewed in a Web browser. There are
hundreds of groups related to mental health conditions or risk
factors, but many of these have few members or have been
overtaken by spam messages. We contacted 103 relevant groups
with a reasonable number of members to advertise the study
and 32 gavetheir permission. Again, thiswasatime-consuming
process because groups often had to be joined before the owner
of the group could be contacted for permission to post to the
rest of the group. Other email lists that were more successful
in recruiting participants were not Yahoo! or Google groups,
but rather the email lists of mental health organizations, such
as beyondblue (the Australian national depression initiative)
[40] and Mental Hedth First Aid (MHFA) [41]. Promotion
through the networks of these organizations led to a significant
spike in visitors to the Mood Memos website and enrollments
in the study.

Discussion

The Mood Memos study demonstrated that it is possible to
recruit a large sample to a randomized controlled trial of a
mental health intervention purely through Internet-based sources.
We were able to meet our ambitious recruitment target over a
period that was only marginally longer than planned. Participants
were recruited largely through a combination of Google
advertising and promotion via the online networks of mental
health organizations and websites. Recruiting participants to
randomized controlled trials can be very difficult, and many
trials do not reach their target sample size [2]. Online
recruitment can potentially reach a wider pool of potential
participants more cost-effectively than traditional techniques,
such as media advertising. However, promoting the study online
was hot without difficulty. Google advertising involved a steep
learning curve and much trial and error in working out the
optimal combination of ads and keywords that competed well
against other advertisers, were affordable, and were searched
for frequently enough to be worthwhile. Researchers using
Google should be aware that establishing a campaign is not
sufficient for success, and that monitoring performance during
therecruitment period is critical. Changes and refinementswill
amost certainly be needed in the course of a recruitment
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campaign. In comparison to Google, many other recruitment
techniques, although free, were time-consuming and less
effective.

Despite recruiting alarge sample, recruitment was constrained
by anumber of factors, including the nature of the intervention,
trial design, and eligibility criteria. For example, some
recommended techniquesin website promotion, such as search
engine optimization, had limited application for the Mood
Memoswebsite. Search engine optimization invol ves designing
websites so that users can find them easily through search
engines such as Google. Google often updates its algorithms
that determine website rankings in search results. Current
recommendations by expertsin the field are to provide quality
content, rather than rely on many incoming links from other
websites[42]. Because the Mood Memoswebsite was designed
to have minima content (just the depression-screening
guestionnaire, information about the study, and links to
resources for more help), other techniques to reach Internet
users were essential. The choice of control intervention may
also have increased the difficulty of recruiting participants to
the study. To keep participants blind to which condition was
the control, the promotion of the study could not solely focus
on self-help or coping with depression, although this would
probably have generated more interest from potential
participants. Using a wait-list control may have made
recruitment easier because the study could have been promoted
as a way of learning techniques to cope with depressive
symptoms. Instead, the study was promoted in general termsas
a way of receiving expert information and advice about
depression. Furthermore, targeting people at risk of major
depression was difficult. Experience in the Netherlands has
shown that there is minimal uptake of indicated preventive
interventions, even when they are available at little or no cost
[43]. Part of the reason for this may be that individuals may
lack self-awareness or have insufficient mental health literacy
to understand that their distress could be an early sign of
depression. Much of the delay in seeking professional help for
depression is due to a lack of problem recognition [44]. The
difficulty of recruiting participants to the Mood Memos study
from websites, forums, and email groups dedicated to mental
health problems may have been because users of these had
identified that they had depression, but their symptoms were
too severe to meet admission criteria. This may have been why
Google advertising targeting people who thought they might
be depressed was a superior method of recruiting participants
to the study. Unfortunately, Google advertising is not free, but
an advantage is that it can occur in the background; it needs
minimal attention once properly established.

Our experience a so highlighted the importance of undertaking
formal usahility tests of the website sign-up process. Although
we tested it informally, after launching the website we
discovered that some participants could not find the sign-up
button because it was bel ow the plain language statement. Our
experience indicates that there may be tension between best
practice for Web usability and the current practice of obtaining
informed consent by providing a long and detailed text-based
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information sheet to participants. Over the years, printed
information sheets have increased in length, becoming more
comprehensive to meet ethics requirements. Yet this increase
in compl eteness sacrifices comprehension because longer forms
arelesslikely to be read and understood [45]. These issues are
compounded when information sheets are presented online
because less text is read online compared to print, and users
may miss information or instructions on how to participate if
they have to scroll down to view it [46]. Theseissues are worth
considering to avoid wasting effort attracting visitors to your
website only to lose them during the sign-up process.

Internet-based recruitment does have limitations. It was
particularly suitable for our study because we did not require
any face-to-face assessments of participants during the study.
Thismay not be feasible for many evaluations of mental health
interventions, even when Internet-based, because diagnostic
psychiatric interviews are usually preferred to self-report
assessments. However, other researchers have combined
I nternet-based recruitment with face-to-face assessmentsin their
research [34]. Internet-based recruitment may also lead to low
rates of participation from groups that are less likely to use the
Internet, such as older adults, the less educated, and those with
low incomes [47]. However, this does not necessarily need to
be the case because reaching samples that are more
representative is possible through demographic targeting with
Facebook [34]. In addition, certain kinds of Internet advertising
may lead to greater participation from groups less likely to
participate through traditional recruitment techniques (eg, men
and ethnic minorities) [4].

Combining Internet-based recruitment with Internet-based
assessment poses challengesto research integrity, including the
potential for multiple, fraudulent enrollments. This can be
problematic if there areincentivesto participate[48]. Although
we found Internet-based recruitment effective in reaching
individual swith subthreshol d depression who wanted toimprove
their mental health, others have found it failed to fulfill its
promise [49] and is often more challenging than first anticipated
[7,50]. There is limited knowledge about which factors
contribute to successful Internet-based recruitment, but it may
be important to use techniques that build rapport and gain the
trust of potential participants, and to balance broad exposure
with appropriate targeting and tail oring of recruitment messages
[3]. If direct rapport is not feasible, then derived rapport may
be sufficient. This can be achieved by recruiting participants
through trusted people or organizations that have an existing
link with potential participants. In our study, the effectiveness
of recruitment through the University of Melbourne, beyondblue,
and MHFA may indicate the importance of this factor.

Internet-based recruitment is becoming an increasingly
important mode of recruitment; however, there are limited data
availableto guide researchers on the best recruitment strategies.
Our study showed that several techniques, including Google
advertising, were successful in recruiting participants to an
online depression intervention. Our results suggest that
Internet-based recruitment to mental health interventions is
feasible and can be relatively affordable.
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Abstract

Technol ogy-based interventionsto promote health are expanding rapidly. Assessing the preliminary efficacy of theseinterventions
can be achieved by employing single-case experiments (sometimes referred to as n-of- 1 studies). Although single-case experiments
are often misunderstood, they offer excellent solutions to address the challenges associated with testing new technol ogy-based
interventions. This paper provides an introduction to single-case techniques and highlights advancesin devel oping and eval uating
single-case experiments, which help ensure that treatment outcomes are reliable, replicable, and generalizable. These advances
include quality control standards, heuristics to guide visual analysis of time-series data, effect size calculations, and statistical
analyses. They a so include experimental designsto isolate the active elementsin atreatment package and to assess the mechanisms
of behavior change. The paper concludes with a discussion of issuesrelated to the generality of findings derived from single-case

research and how generality can be established through replication and through analysis of behavioral mechanisms.

(J Med I nternet Res 2013;15(2):622) doi:10.2196/jmir.2227
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Introduction

The field of technology-based behavioral health interventions
is expanding rapidly. New technol ogies are enabling accessto,
and assessment of, individuals and their health-rel ated behavior
[1-3]. Even “old” technology, such as the Internet and mobile
phones, is being harnessed in new ways, delivering
state-of -the-art behavior therapy across diverse settings [4-7].
The fields of eHealth, mHealth, and the promise of emerging
technologies have the potential to transform many systems of
health care and improve public health by increasing access to
cost-effective interventions. With these opportunities comes
the need to evaluate rigorously the potential efficacy of new
treatments. In this paper, we describe some challenges and
methodological solutions associated with testing preliminary
efficacy. In particular, we focus on the solutions offered by
single-case experiments, which fill a unique and vital nichein

http://www.jmir.org/2013/2/e22/

the ecology of research designs. We also highlight advancesin
developing and eval uating single-case experiments, which help
ensure that treatment outcomes are reliable, replicable, and
generalizable. Finally, we describe experimental designs that
allow researchers to isolate the active elements in a treatment
package and to assess the mechanisms of behavior change. Our
goal isto introduce arange of techniques that will be relevant
to behavioral scientists that are unfamiliar with single-case
research and that are particularly well suited for the research
and development of new technology-based interventions. We
hope to supply enough detail to achieve a basic understanding
of the mechanics, utility, and versatility of single-case research
and enough resources to propel further inquiry.

Broadly, single-case designs include a family of methods in
which each participant serves as his or her own control. In a
typical study, some behavior or self-reported symptom is
measured repeatedly during all conditions for al participants.
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The experimenter systematically introduces and withdraws
control and intervention conditions and then assesses effects of
the intervention on behavior across replications of these
conditionswithin and across participants. Thus, thetelltaletraits
of these studies include repeated and frequent assessment of
behavior, experimental manipulation of the independent
variable, and replication of effectswithin and across participants.
Although some forms of replication are readily apparent, such
as replications of effects within and between subjects, other
forms may be more subtle. For example, replication within
subjects also occurs by simply measuring behavior repeatedly
within a condition. Assuming some degree of stability of the
dependent variable within a condition, there will be many
replications of the effects of atreatment on behavior.

A recent study illustratesthe efficiency and rigor of asingle-case
design to assess a novel technol ogy-based treatment [8]. Raiff
and Dallery assessed whether an Internet-based incentive
program could increase adherence to blood glucose testing for
4 teenagers diagnosed with Type 1 diabetes. Teens monitored
glucose levels with a glucose meter during a 5-day baseline
(control) condition. During a 5-day treatment condition,
participants earned vouchers (statements of earnings
exchangeable for goods and services) for adhering to blood
glucosetesting recommendations (ie, 4 tests per day). After the
treatment condition, participants monitored blood glucose just
asthey did during the first baseline condition for 5 days, without
the possibility of earning incentives. Participants submitted a
mean of 1.7 and 3.1 blood glucose tests per day, respectively,
during the baseline and return-to-baseline conditions, compared
to 5.7 tests per day during the treatment condition. Because
adherenceincreased only when the treatment was implemented
for al 4 participants and because behavior within each condition
was stable (ie, five replications of treatment effects per
participant and ten replications of control levels per participant),
this experiment suggested that an Internet-based incentive
program can reliably increase adherence to self-monitoring of
blood glucose.

A Symbiosis Between Single-Case
Designs and Technology-Based Data
Capture

We believe that a symbiosis exists between single-case
experiments and technology-based interventions. Single-case
designs can capitalize on the ability of technology to easily,
unobtrusively, and repeatedly assess health-related behavior
[7,9]. Single-case research requires frequent contact with the
participant’s behavior, which can be challenging in some
research contexts but is more straightforward with technology.
For example, researchers have used technol ogy-based measures
of activity in the form of daily step counts [10], twice-daily
measurements of exhaled carbon monoxide as an indicator of
smoking status[11], and medication adherence on adaily basis
[12]. Assessment may become even easier as unobtrusive
biometric sensors “weave themsel vesinto the fabric of everyday
life until they are indistinguishable from it” [13] [2,14]. Such
repeated assessment, whether through existing or new
technology, provides excellent opportunities to analyze the
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effects of treatment variables using single-case experiments. In
addition, many technology-delivered behaviora health
interventions permit automated treatment delivery [15]. This
means that treatment can be delivered with high fidelity, which
can minimize between-subject variability in treatment dose and
quality. Because detecting treatment effects in single-case
designsrequiresreplications across subjects, ensuring equivalent
treatment fidelity and quality across participants enhances the
internal validity of the study.

There are two additional advantages of single-case research,
and these advantages exist whether patient improvement is
measured with technology-based or alternative methods. First,
because “ health” isaproperty of anindividual (and not agroup
of individuals), assessing change over time in an individual
patient’s behavior is an empirical and conceptual necessity.
Single-case research requires a fine-grained view of
health-related behavior over time, and technology-based data
capture can enable this view. Second, single-case research is
also well suited to demonstrate preliminary efficacy, which can
be defined as “ clinically significant patient improvement over
the course of treatment” [16]. Patient improvement can be
revealed by changes in health-related behavior from baseline
to treatment, and the cause of these changes can be verified via
replications within and across participants. Experimental
designs, such as group designs (cf. [17]) that take only a
“snapshot” of behavior, fail to resolve thistemporally dynamic
feature of behavior. Asnoted by Morgan and Morgan [18], this
failure is “equivalent to underusing the resolving power of a
microscope.”

In addition to the fit between the logic of single-case designs
and the data capture capabilities of technology, single-case
designs may obviate some logistical issues in using between
group designs to conduct initial efficacy testing. For example,
prototypes of a new technology may be expensive and time
consuming to produce [1]. Similarly, troubleshooting and
refining the hardware and software may entail long delays. For
these reasons, enrolling alarge sample for a group design may
be prohibitive. Also, during development of a new
technology-based treatment, a researcher may be interested in
which components of treatment are necessary. For example, a
mobile-phone based treatment may involve self-monitoring,
prompts, and feedback. Assessing these components using a
group design may be cumbersome. Single-case designs can be
used to perform efficient, systematic component analyses[19].
Although some logistical issues may be mitigated by using
single-case designs, they do not represent easy alternatives to
traditional group designs. They require a considerable amount
of data per participant (as opposed to a large number of
individuals in a group), enough participants to reliably
demonstrate experimental effects, and systematic manipulation
of variables over along duration. Nevertheless, in many cases,
single-case designs can reduce the resource and time burdens
associated with between group designs.

Addressing Common Misconceptions

There are several common misconceptions about single-case
designs[20,21]. First, single-case does not mean “n of 1”. The
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number of participants in a typical study is always more than
1, usually around 6 but sometimes as many as 20, 40, or more
participants [11,22]. Also, the unit of analysis, or “case”, could
be individua participants, clinics, group homes, hospitals, or
health care agencies. Given that the unit of analysisiseach case,
asingle study could be conceptualized asaseries of single-case
experiments. Second, single-case designs are not limited to
interventionsthat produce largeimmediate changesin behavior.
They can be used to detect small but meaningful changes in
behavior and to assess behaviors that may change slowly over
time (eg, learning a new skill) [23]. Third, findings from
single-case research do not inherently lack external validity or
generality. This misconception is perhaps the most prejudicial,
and addressing it requires some background in the logic and
mechanics of single-case design. Thus, we shall save our
discussion of this misconception to the end of this paper.

Structures and Functions of Single-Case
Designs

The most common single-case designs—and those that are most
relevant to technology-based interventions—are presented in
Table 1. The table also presents some procedural information,
as well as advantages and disadvantages for each design. All
of thesedesigns permit inferences about causal relations between
independent and dependent variabl es (observations of behavior,
self-reports of symptoms, etc). Procedural controls must bein
place to make these inferences such as clear, operational
definitions of the dependent variables, and reliable and valid
techniquesto assess the behavior. The experimental design must
be sufficient to rule out aternative hypotheses for the behavior
change. Table 2 presents asummary of the main methodol ogical
and assessment elements that must be present to permit
conclusions about treatment effects [24]. The majority of the
criteriain Table 2 have been validated to evaluate the quality
of single-case research [25]. As such, the items listed in the
table represent quality control standardsfor single-case research.
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We have added one criterion to Table 2, that is, researchers
should authenticate the participant who generated the dependent
variable or use validation methods to assess whether the
participant (and not some other person) was the source of the
data. Authentication or validation isimportant when data capture
occurs remotely with technology. The difficulty in ensuring that
remote sensors are collecting data about a specific individual
is referred to as the “one body authentication problem” [26].
To solve this problem, for example, a web-based video [7] or
new methods in biometric fingerprinting could authenticate the
end-user [26,27]. As an dternative, or as a complement,
validation measures can be collected. For example, in-person
viral load assessments could be measured at various points
during a study to increase antiretroviral medication adherence
[12], or body mass and physiological measures could be
measured during an exercise or activity-based intervention.

There are two additional assessment-related items in Table 2
that warrant discussion in the context of novel technology-based
interventions. The first is assessing the fidelity of
technology-based treatments [28]. Carroll and colleagues [29]
defined fidelity *“‘as the degree to which the intervention
implementation process is an effective realization of the
intervention as planned” (p. 1). This definition entails
measurement of the delivery and receipt of the intervention,
which are related but not necessarily synonymous. What is
delivered via technology may not be what is received by the
end-user. Dabbs and associates [28] provide a list of
guestionnaire items that could be easily adapted to assess the
fidelity of technology-based interventions. These items are
based on the Technology Acceptance Model [30]. The second
is ng whether the methods and results are socially valid
[31,32]; see Foster and Mash [33] for methods to assess social
validity. Social validity refers to the extent to which the goals,
procedures, and results of an intervention are socially acceptable
totheclient, the clinician or health care practitioner, and society
[33-37]. During initia efficacy testing, socia validity from the
perspective of the client should be assessed. | ndeed, technology
may engender risks to privacy and confidentiality, and even an
effective intervention may be perceived astoo intrusive.
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Table 1. Common single-case designs, including general procedures, advantages, and disadvantages.

Design Procedure

Advantages Disadvantages

Reversal

removed

Multiple-Baseline

gered fashion

Alternating Treat-
ment

Changing Criterion

Combined
combined.

Baseline conducted, treatment is
implemented, and then treatment is

Baseline is conducted for varying
durations across participants; then
treatment isintroduced in a stag-

Baseline and multiple different
treatments are quickly aternated
(often within the same day)

Following a baseline phase, treat-
ment goals are implemented; goals
become progressively more chaleng-
ing as they are met

Elements of any treatment can be

Within-subject replication; clear
demonstration of an intervention effect
in one subject

Not applicable if behavior isirreversible, or
when removing treatment is undesirable

Treatment does not haveto bewithdrawvn  No within-subject replication; potentially more
subjects needed to demonstrate intervention

effects than when using reversal design

Sequence effects (ie, treatment interaction) can
occur; phases may be difficult to discriminate
if changed too rapidly

Within-subject replication; rapid
demonstration of differences between
several treatments

Demonstrates within-subject control by
levels of the independent variable with-
out removing treatment; useful when

gradual change in behavior is desirable

Not applicable for binary outcome measures,
must have continuous outcomes

Allows for more flexible, individually
tailored designs

If different designs are used across participants
in a single study, comparisons across subjects
can be difficult

Table 2. Quality indicators for single-case research.

Dependent variable

Independent variable

Baseline

Dependent variables are described with operational and replicable precision
Each dependent variable is measured with a procedure that generates a quantifiable index
Dependent variables are measured repeatedly over time

In the case of remote data capture, the identity of the source of the dependent variable should be authenticated
or vaidated

Independent variable is described with replicable precision
Independent variable is systematically manipulated and under the control of the experimenter

Overt measurement of the fidelity of implementation of the independent variable is highly desirable

The majority of single-case research will include a baseline phase that provides repeated measurement of ade-
pendent variable and establishes a pattern of responding that can be used to predict/compared against the pattern
of future performance, if introduction or manipulation of the independent variable did not occur.

Baseline conditions are described with replicable precision.

Experimental Control/Internal Validity

Social Validity

The design provides at |east three demonstrations of experimental effect at three different pointsin time.
The design controls for common threats to internal validity (eg, permits elimination of rival hypotheses).
There are a sufficient number of data points for each phase (eg, minimum of five) for each participant.

The results document a pattern that demonstrates experimental control.

The dependent variable is socially important.
The magnitude of change in the dependent variable resulting from the intervention is socially important.

The methods are acceptabl e to the participant.

General Characteristics of Single-Case Designs

Of thedesignslisted in Table 1, the reversal, multiple-baseline,
and changing criterion designs may be most applicablefor initial
efficacy testing of technology-based interventions. All of these
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designs entail a baseline period of observation. During this
period, the dependent variable is measured repeatedly under
control conditions, for example for several days. Ideally, the
control conditions should include all treatment elements (eg,
access to the Internet, the use of a mobile phone, or
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technology-based self-monitoring) except for the active
treatment ingredients[38]. For instance, Dallery and colleagues
used a reversal design to assess effects of Internet-based
incentive program to promote smoking cessation, and the
baseline phase included self-monitoring, video-based carbon
monoxide confirmation via a web camera, and monetary
incentives [11]. The active ingredient in the intervention,
incentives contingent on objectively verified smoking abstinence
(via video), was not introduced until the treatment phase. An
additional consideration in the context of technology isthetime
needed to simply learn how to operate the device, website, or
software. Baseline control conditions may need to take this
learning into account before the active ingredients of the
intervention areintroduced. The baseline condition in the study
by Dalery et a, for example, provided ample time for the
participants to learn how to upload videos and navigate the
study website.

The duration of the baseline should be sufficient to predict future
behavior. That is, the level of the dependent variable should be
stable enough to predict its direction if the treatment were not
introduced. If thereisatrend in the direction of the anticipated
treatment effect during baseline, the ability to detect atreatment
effect will be limited. Thus, stability, or trend in the direction
oppositethe predicted treatment effect, isdesirable. Thedecision
to change conditionsis an experimenter decision, which can be
supplemented with a priori stability criteria [39-41]. For
example, a decision to change conditions could be made if the
first two and last two data points in a five-session block are
within 15% of each other, and there are no visual trendsin the
direction of the treatment effect as determined by two
independent experimenters or by aregression coefficient above
or below acertain threshold. There are no universal rules about
specific criteria; they must be devel oped in consideration of the
behavior and intervention being studied.

Reversal Designs

Inareversa design, thetreatment isintroduced after the basdline
period. The number of data points in the treatment condition
must again be sufficient to predict behavior if treatment were
to continue (eg, stable performance and no trends toward
baseline levels of the dependent variable). Following the
treatment period, the basdline period isre-introduced, hence the
“reversal” in this design. The minimum number of alternations
to document experimental control in areversa design isthree
aternations. Using only two conditions, such as a pre-post
design, isnot considered sufficient to demonstrate experimental
control because other sources of influence over behavior cannot
beruled out [42]. For example, asmoking cessation intervention
could coincide with aprice increase in cigarettes. By returning
to baseline conditions, we could assess and possibly rule out
theinfluence of the priceincrease on smoking. Researchersalso
often employ a“reversal” to the treatment condition. Thus, the
experiment ends during a treatment period. Not only is this
desirable from the participant’s perspective, it provides a
replication of the main variable of interest, ie, the treatment
[39,43].

Figure 1 displays an idealized, four-condition reversal design,
and each panel shows data from a different participant. For the
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purposes of illustration, let us assume that the treatment is a
text-message system delivered via mobile phone to decrease
smoking (labeled “B” in the Figure). The baseline control
conditions (labeled “A” in the Figure) include neutral text
messages (ie, texts that are not smoking-related). Let us also
assume that the dependent variable is humber of cigarettes
smoked per day. Although all participants were exposed to the
same four conditions, the duration of the conditions differed
because of trendsin the conditions. For example, for Participant
1 the beginning of the first baseline condition displays a
consistent downward trend (in the same direction asthe expected
text-message treatment effects). If we were to introduce the
smoking cessation—elated texts after only 5 or 6 baseline
sessions, it would be unclear if the decrease in smoking was a
function of theindependent variable. Therefore, continuing the
baseline condition until thereisno visible trend helps build our
confidence about the causal role of the treatment when it is
introduced. Theimmediate decreasein thelevel of smoking for
Participant 1 when the treatment is introduced also implicates
the treatment. We can also detect, however, an increasing trend
in the early portion of the treatment condition. Thus, we need
to continue the treatment condition until thereisno undesirable
trend before returning to the baseline condition. Similar patterns,
which asoillustrate differencesin the magnitude and variability
of the effects, can be seen for Participants 2-4.

Multiple-Baseline Design

In amultiple-baseline design, the durations of the baselinesvary
systematically for each participant in a so-called “staggered”
fashion. For example, 1 participant may start treatment after 5
baseline days, another after 7 baseline days, then 9, and so on.
After baseline, treatment is introduced and it remains until the
end of the experiment (ie, thereare no reversals). These designs
are aso referred to as “interrupted time-series’ designs [44].
The power of these designsis derived from demonstrating that
change occurswhen, and only when, theintervention isdirected
at a particular participant (or whatever the unit of analysis
happens to be [45]). The influence of other factors, such as
idiosyncratic experiences of the individual or self-monitoring
(eg, reactivity), can be ruled out by replicating the effect across
multiple individuals. As replications are observed across
individuals and behavior changes when, and only when,
treatment is introduced, confidence that behavior change was
caused by the treatment increases. These designs are al so useful
for technol ogy-based interventions that teach new skills, where
behavior would not be expected to “reverse” to baseline levels.
Multiple-baseline designs also obviate the ethical concern that
control participantsin a between group design are not exposed
to the active treatment, as al participants are exposed to the
(potentially) active treatment with multiple-baseline designs.
Although all participants in a reversal design aso receive the
treatment, the treatment must be withdrawn to assess treatment
effects. Figure 2 illustrates a simple, two-condition
multiple-baseline design replicated across 4 participants. Similar
tothereversal design, treatment should beintroduced only when
the data appear stable. The durations of the baseline conditions
are staggered for each participant, and the dependent variable
increases when, and only when, the independent variable is
introduced for all participants. Figure 2 suggests reliable
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increasesin behavior and that the treatment was responsible for
these changes.

The multiple-baseline is an advance over pre-post post designs,
which aso involve a baseline (or pre-intervention) period
followed by atreatment period [42]. Although pre-post designs
have been used to establish the feasibility of technol ogy-based
interventions [46], one advantage of using a multiple-baseline
design is that in addition to establishing feasibility, it can
establish preliminary efficacy [47]. For example, Cushing,
Jensen, and Steele [48] investigated the ability of a mobile
device, used to measure adherence to a self-monitoring
intervention, to improve weight management with a

Dallery et d

multiple-baseline design. Overweight adolescents (n=3) were
given weekly self-monitoring goals based on recording their
meals and activity levels. During baseline, self-monitoring was
completed with atraditional pencil-and-paper method, and goal
attainment was measured for 4, 5, and 9 weeks for each
successive participant. Following baseline, participants were
instructed to use mobile devices with automated software to
input their daily health information. Goal attainment increased
dramatically when the mobile device was used, and the
staggered presentation of the independent variable convincingly
demonstrated that the mobile device increased self-monitoring
of food intake and activity levels, as opposed to some other
variable.

Figure 1. Example of areversal design showing experimental control and replications within and between subjects (each panel represents a different
participant, each of whom experienced two baseline and two treatment conditions).
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Figure 2. Example of a multiple baseline design showing experimental control and replications between subjects (each row represents a different
participant, each of whom experienced a baseline and treatment; the baseline durations differed across participants).

Multiple-Baseline Design

2

il : . Participant 1

50 |
1 N
30 . ik / v
20 | !

10 4 e, L

' ; | _ ) Participant 2

ol ¢

Dependent Variable
(=]
o

40 4
g+
20 4

10 1 g e

Participant 3

2o

40 4

ol ! : ] Participant 4
g 1 2 3 4 5 868 7T B 5101711213 14151617 1819 20 1
Cbservation
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variable [39,45]. For example, Kurti and Dallery [10] used a
changing criterion design to increase activity in 6 sedentary
adults using an I nternet-based contingency management program
to promote walking. Weekly step count goals were gradually
increased across 5-day blocks. The step counts for all 6
participants increased reliably with each increase in the goals,
thereby demonstrating experimental control of theintervention.

Analytic Techniques to Isolate Treatment
Effects

The first and most important analysis of whether a
technol ogy-based intervention affected a health-related behavior
isvisual analysis of the time-series data. Clinically significant
change in patient behavior should be visible. Even achangein
a slowly developing skill should be visible in the graphical
display of the data. Visual analysis prioritizes clinically
significant change in health-related behavior as opposed to
statistically significant change in group behavior [16]. A
statistically significant effect may be clinically meaningless
[49]. These observations are not new—they echo repeated calls
to reform analytic strategies in psychological science [49-51].
These calls have also emphasized graphical design and visua
analysis as vital elements of data analysis. Decisions about
whether the magnitude of change is clinically relevant should
not be automated; they should be based on visua analysis,
experience with the subject matter, and scientific judgment. For
example, the datain Figure 1 may suggest areliable changein
cigarettes smoked per day. Whether such reductions are
meaningful, however, is another issue that can be informed by
previous research on the extent to which reductionsin smoking
result in reductions in health risks or future smoking cessation
[52].

Parsonson and Baer described several heuristics for evaluating
changes in the time-series of behavioral data [53]. Several
features of the data paths under each condition must be
evaluated. Single-case designs use “ steady-state” design logic,
which at a minimum entails a stable baseline. Ensuring a
sufficiently long and stable baseline permits prediction of
behavior if an intervention is not introduced (see Table 2).
Although the precision duration is determined by the
experimenter in consideration of the dynamics of the behavior
being studied, the presence of reactivity, and so on, a rule of
thumb is a minimum of five data points to detect stability or
trends in the data [24]. When the intervention is introduced, a
large change in level (change in behavior from the last data
point in baseline to the subsequent data point in treatment) and
alarge change in the mean (average levels in both conditions)
increases confidence that experimental control was achieved.
We also consider the overall pattern in the results, the amount
of variability within and between phases, and the number of
replications of effects both within (if the design permitsit) and
across participants. These heuristics highlight the power of
visual analysis to simultaneously assess a number of data
attributes, such astheimmediacy of treatment effects, variability
within and across conditions, trends, and whether the whole
data series corresponds to the effects predicted by the
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intervention and study design [54]. To our knowledge, no other
analytic technique can accomplish these tasks simultaneously.

New aids have been developed to assist in the visua analysis
of time-series data [23]. One particularly powerful aid, called
the conservative dual-criteria (CDC) method, hel ps the analyst
judge whether atreatment effect is present relativeto abaseline
condition [55]. Essentially, the CDC method entails extending
regression lines based on baseline performance into the
treatment phase. The regression lines represent predictions of
the data path if the intervention had not been introduced. The
number of data points above (or below, depending on the
predicted treatment effect) the lines are counted, and the
binomial formulais used to assess whether this number exceeds
what would be expected by chance. Monte Carlo simulations
showed that the CDC method had acceptable rates of Type |
error even with small datasets [55]. Furthermore, the method
had greater power than other common aids to visual analysis,
such asthe split-middle method, and outperformed two common
statistical methodsto analyze time-series data (interrupted time
series, general linear model), even with the presence of
autocorrelation [55].

Before dStatistical tests are applied, the presence of
autocorrelation in the time-series data must be considered.
Autocorrelation means that many traditional parametric and
nonparametric tests may not be appropriateto analyze treatment
effects (eg, t, F, chi sguare, etc). Autocorrelation is when
successive data points are correlated, for example, mood on day
liscorrelated with mood on day 2, and so on. The presence of
autocorrel ation can be assessed by cal culating an autocorrel ation
coefficient. There is disagreement about how much
autocorrelation occurs in single-case time-series data and the
extent to which it inflates Type | error rate [53,55]. At a
minimum, theissue of autocorrelation must be considered when
deciding which statistical test is appropriate. Bockhardt and
colleagues [56] framed the issue nicely:

Thoughit isa statistical nuisance, by its nature serial
dependence reflects the momentum and gradualism
of physiological, behavioral, and emotional repair.
Because it is an index of serial dependence,
autocorrelation can reveal something about the ebb
and flow of behavioral change over time. For this
reason, autocorrelation is the natural subject matter
of abehavioral science. Whatever inferential statistic
isapplied to single-case time-series data, we believe
it should approach autocorrelation not as noise that
obscures change, but as music that accompanies it.
Put differently, the preferred statistic gauges the
occurrence of change, while preserving its structure.

There are anumber of statistical techniquesthat can control for
the presence of autocorrel ation when assessing treatment effects.
Although a complete discussion of these techniques is beyond
the scope of this paper, several regression-based approachesare
available, such as autoregressive models, robust regression, and
hierarchical linear modeling (HLM) [57,58]. One limitation of
some of these approachesisthat they require long data streams
(eg, 30 data points per condition). At least one study, however,
suggests that HLM may be used with the shorter data streams
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seen in typical single-case studies [59] and that are consistent
with the standards presented in Table 2 (ie, a minimum of five
data points per condition with no undesirabletrends). HLM has
also been used to assess data streams collected with
technology-based methods. For example, Ben-Zeev and
colleagues [60] used handheld personal digital assistants to
collect data about persecutory ideation inindividual s diagnosed
with schizophrenia and HLM to assess relations between
negative affect and persecutory ideation.

Methods for computing effect sizesin single-case research have
also proliferated. These methods are a welcome advance,
particularly in consideration of effortsto reform traditional null
hypothesis significance testing and replace P values with more
informative effect size estimates and confidence intervals
[49,61]. Parker and Hagan-Burke [62] note that effect sizesin
single-case research provide: (1) an objective measure of
intervention strength (assuming astrong, internally valid design),
(2) acontinuously scaled index to support incremental treatment
decisions, (3) improved measurement precision when results
arenot large and obvious, (4) an objective summary when visual
judgments do not agree, (5) a method for comparing relative
intervention success across single-case studies, both at the local
level and within broader meta-analyses, (6) improved credibility
for single-case studies in the eyes of other research traditions,
and (7) an efficient method of documenting resullts.

One family of effect size measures is called nonoverlap
techniques. In nonoverlap cal culations, the degree of nonoverlap
in the data between phases (ie, between two distributions) is
compared. For example, consider the bottom right panel of
Figure 1, which is re-drawn as Figure 3. One basic technique
is to draw a horizontal line at the lowest baseline data point
because the intervention sought to decrease behavior [63]. Then,
the proportion of data points below this line is calculated for
the following “B” phase (eg, 3/5 or 60%). Because treatment
effects were replicated, the numbers are summed from the two
conditions (eg, (3 of 5) + (4 of 5), or 7 of 10 = 70%). Nonoverlap
methods accord nicely with visual analysis, as one key task in
visual analysisisdetecting the degree of difference (nonoverlap)
in the data points across successive conditions. Further,
nonoverlap methods provide meaningful information about
treatment effects. Nonoverlap scores above 90% are very
effective, 70-90% are effective, 50-70% are questionable, and
below 50% suggests the treatment was ineffective [63]. The
summary measures derived from nonoverlap techniques can be
used to compare different treatments for the same problem in
meta-analyses.

There are other effect size calculation techniquesin addition to
nonoverlap methods. Manalov and colleagues [54] compared
the performance of four techniques using Monte Carlo

http://www.jmir.org/2013/2/e22/

Dallery et d

simulations. Potential confounding variables were aso
introduced such as autocorrelation, linear and curvilinear trends,
and heteroscedasticity between conditions. Although they found
that the different techniques performed better or worse
depending on the nature of the data, one overlap technique called
nonoverlap of all pairs performed adequately across all
conditions. The authors presented a simple flowchart for
decision making to select an effect size technique based on the
properties of the data (eg, the presence of linear trend).

Due in part to the recent advances in statistical and effect size
calculations, meta-analysis of single-case studies have started
to appear in the literature. Several meta-analyses have used a
variant of the nonoverlap technique described above as a
measure of effect size (see[64] for details about thistechnique)
[65-67]. Other researchers have used HLM to perform
meta-analysis[68]. Jenson and colleagues [59] conducted Monte
Carlo smulations of reversal designsusing HLM with different
amounts of autocorrelation, data points, and effect sizes and
found that HLM performed well (eg, Type | error rates were
acceptable). Also, under the vast majority of conditions HLM
produced power greater than 0.9. In only 8 out of the 30
conditions did power drop below this number, and these
conditions included small numbers of data points in baseline
and treatment conditions combined with high amounts of
autocorrelation (>0.8, indicating a strong trend). In light of the
quality control criteria presented in Table 2, these conditions
should be rare in published single-case studies.

To our knowledge, with the exception of HLM, many of the
techniques described above have not been applied to assess
effects of technol ogy-based interventions. Thisisnot surprising,
as both the datisticad methods and technology-based
interventions are relatively new. With respect to statistical
analyses of time-series data, the number of techniques have
proliferated in recent years, some authors estimate that the
number has tripled since the 1980s (Parker et al, 2005). One
potential negative side effect of such proliferation isthe lack of
standards or rules to guide decision making about appropriate
statistical tests. Thus, we recommend Kazdin’s[23] or Barlow
and colleague's [45] textbooks as useful resources regarding
statistical analysis of time-series data. But, we hasten to note
that statistical analysis should be viewed as a complement to
visual analysis, not areplacement. As noted by Kazdin [23]:

We would like simple rules to guide us and to teach
our students. e have a couple, perhaps: (1) consider
more than one means of evaluating the data, and (2)
inrelation to visual inspection and statistical analysis,
do not take an “ either/or” position. Either/or may
work well in philosophy (Kierkegaard, 1843), but
may not be wise in science.
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Figure 3. A visual example of how to calculate the percentage of nonoverlapping data (see text for calculations).
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Some Threats to Inferences Based on
Single-Case Designs

There are several potential threats to internal validity when
using single-case designs. First, behavioral reactivity to the
mere act of measuring behavior may be present during initial
observations. Continued or unobtrusive observation can remedy
this problem [45]. Given the remote data capture inherent in
many technol ogy-based interventions (eg, telemetric monitoring;
[9]), reactivity may be minimized. Second, carryover effects
from condition to condition may occur when using a reversal
design or an aternating treatment design (in which conditions
alternate more rapidly than in areversal design; see Table 1).
One solution is to specifically assess order effects by
manipulating the order of sequences across participants. Another
is to increase the duration of conditions. carryover effects are
typically transient and will generally decrease with extended
contact with the new condition. Several researchers have even
recommended randomization to treatment order [69], which
also permitsthe use of some statistical tests (eg, randomization
tests). Third, experimenter bias may occur when deciding
whether conditions should be changed. Asdescribed above, the
experimenter decides when to change conditions based on
properties of the data path (eg, stability, sufficient number of
data points). Some have suggested that the durations of
conditions should be decided on an a priori basis [69]. Thisis
certainly apossibility, but it meansthat thetiming of atreatment
condition may be inappropriate if the data are trending in the
direction of the predicted treatment effect. Thus, the trade-off
may not be desirable between reducing potential bias and
decreasing the possibility of demonstrating experimental control
through careful observation and decision making.

http://www.jmir.org/2013/2/e22/

Another potential threat is the problem of small changesin the
dependent variable as a result of an intervention. The threat
concerns the conclusions the researcher may draw, or fail to
draw, about the intervention. For example, a technol ogy-based
intervention may produce asmall changein an outcome measure
for only a fraction of participants. Relying on a stringent
criterion, such aslarge visualy detectable changesin graphically
displayed datafor all participants, to conclude that a treatment
effect ispresent may resultinaTypell error, or afa se-negative.
This may be especially problematic under two conditions [23].
First, if the intervention can be applied in a cost-effective way
to alarge number of individuals, a small behavior change may
have considerable public health impact. Consider a simple,
text-based motivational or cognitive-behavioral intervention
for depression. If the intervention reduces symptomsin 2 of 6
participantsin asingle study, thismay still be meaningful. This
isbecause theintervention could be delivered to alarge number
of sufferersviamobile phones, so a33% successratein reducing
symptoms may be important. (Of course, one single-case study
showing such results would require replication(s) prior to
larger-scal e testing and dissemination). Second, if the outcome
variable being measured is highly socially significant, a small
reduction in behavior may also be meaningful. Consider a
community-based intervention delivered via text to reduce
suicide, domestic violence, or drinking and driving. Even a
small reduction in any one of these outcomes would be
important. Thus, if the scalability and/or social significance of
theintervention are high, then the criterion to judge the clinical
meaningful ness of the resultswill require special consideration.

Detecting small but meaningful changes in behavior can be
accomplished using single-case designs. In addition to special
consideration to criteria to judge treatment effects, special
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consideration must be given to the particulars of the research
design. The researcher must choose designs (eg,
multiple-baseline vs. reversal) and design parameters (eg,
sufficiently long baseline and treatment conditions, sufficient
number of participantsto includein the study) to make detection
of small but meaningful treatment effects more likely. In
addition, detecting small but meaningful changes may be aided
by statistical analysis[23,62].

Dissecting Effects: Component Analysis
of Technology-Based Interventions

A component analysisis “any experiment designed to identify
the active elements of a treatment condition, the relative
contributions of different variables in a treatment package,
and/or the necessary and sufficient components of an
intervention” [19]. Technology-based health interventions often
entail more than one active treatment element. Determining the
active elements may be important to increase dissemination
potential and decrease cost. For example, a mobile health
intervention to promote smoking cessation might entail two
potentially active components: self-monitoring of progress plus
access to on-demand therapeutic support from a counselor.
Whether therapeutic support is necessary will have obvious
dissemination and cost implications. Single-case research
designs, in particular reversal and multiple-baseline designs,
may be used to perform a component analysis. The essential
experimental ingredients, regardless of the method, are that the
independent variable(s) is systematically introduced and/or
withdrawn, combined with replication of effects within and/or
between subjects.

There aretwo main variants of component analyses: the dropout
and add-in analyses. In a dropout analysis, the full treatment
package is presented following a baseline phase, and then
components are systematically withdrawn from the package. A
limitation of dropout analyses is when components produce
irreversible behavior change (ie, learning a new skill). Given
that many technology-based interventions seek to produce
sustained changes in health-related behavior, dropout analyses
may have limited applicability. Instead, in add-in analyses,
components can be assessed individually and/or in combination
before the full treatment package is assessed. Add-in reversal
or alternating designs* provide the most powerful and complete
analysis of the active components of a treatment package
because they reduce potential confounding from the effects of
component combinations’ [19]. Of course, the possibility of
sequence effects should be considered, and researchers could
address such effectsthrough counterbalancing, brief “washout”
periods, or explicit investigation of these effects [41].
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Several conclusions can be drawn about the effects of the
various technology-based components in changing behavior.
The data should first be evaluated to determine the extent to
which the effects of individual components are independent of
one another. If they are, then the effects of the components are
additive. If they are not, then the effects are multiplicative, or
the effects of one component depend on the presence of another
component. Figure 4 presents simplified examples of these two
possibilities using a reversal design and short data streams
(adapted from [19]). The panel on the left shows additive effects,
and the panel on theright shows multiplicative effects. The data
can aso be analyzed to determine whether each component is
necessary and sufficient to produce behavior change. For
instance, using the example above, the panel on the right shows
that neither the self-monitoring nor the counseling component
is sufficient to promote cessation, and both components are
necessary. If two components produce equal changes in
behavior, and the same amount of change when both are
combined, then either component is sufficient but neither is
necessary.

Thelogic of the component analyses described here resembles
new methodologies derived from an engineering framework
[70,71]. During the initial stages of intervention devel opment,
these engineering-based methodol ogies use factorial designsto
allocate participants to different combinations of treatment
components. These designs, called fractional factorial s because
not al combinations of components are tested, represent
excellent ways to screen promising components of novel
technology-based treatment packages using randomized group
designs. The componentstested may be derived from theory or
working assumptions about which components and combinations
will be of interest. Collinsand colleagues[70,71] notethat such
factorial designs may be more feasible in the field of
technology-based health interventions relative to traditional
in-person methods. The reason is that the costs of such
interventions may be limited, for example when the costs are
derived from the computer programming necessary to administer
different treatment conditions. Once the programming is
complete, delivering the appropriate version of theintervention
across groups may be straightforward. Although this may be
true in some cases, the costs (and other logistical issues—see
above) associated with technol ogy-based interventions are still
formidable. Even a relatively small 16 condition fractional
factorial may not be feasible[70]. Just as engineering methods
seek to isolate active treatment components of novel
interventions, so too do single-case methods. As such, they
represent a viable aternative to isolate active components of
technology-based interventions.
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Figure 4. Two examples of possible results from a component analysis (BSL=baseline, X=first component, Y =second component).

Additive Multiplicative

501 BSL| X iBSLi Y IBSLI XY _BSLIXYIBSLIXY IBSL' X iBSL" Y
o |
T 401 | | | |\/\/| | I S I |
s 1YL N T | /\,q A YY)
= | | | | | VA |
2 MR I
e Rl | | | | | ] |/\f~| |J\/'| ]

I N I T I I U A

0 10 20 30 0 10 20 30 40
QObservation

Mechanisms of Behavior Change

During the past two decades, advances in statistical mediation
analyses have allowed researchers to assess potentia
mechanisms of behavior change [72,73]. A mechanism refers
to processes by which an intervention (or other independent
variable) affects behavior. A drug might produce a behavioral
effect viathe mechanism of agonism or antagonism of particular
receptors, and atechnol ogy-based behavioral health intervention
might produce behavior change via specific mechanisms such
asreinforcement, problem solving, or self-control. For example,
a computer-based cognitive-behavioral treatment may produce
drug abstinence via the mechanism of improved coping skills
[74]. Although statistical mediation analyses provide evidence
for the necessity of potential mechanisms of change, they do
not provide evidence for the sufficiency of the relation between
apotential mechanism and behavior change. As noted by Nock
(2007), “just as correlation does not imply causation, mediation
does not imply mechanism” (p. 5S[75]). Statistical mediation,
therefore, isone step along the path of elucidating the necessity
and sufficiency of a mechanism of behavior change. To our
knowledge, statistical mediation approaches in single-case
designs do not exist. Single-case experimental procedures,
however, can be employed to isolate behavioral mechanisms.
Therefore, single-case designs can help develop evidence on
the necessity and sufficiency of a mechanism of
technol ogy-induced behavior change.

Several experimental criteria must be met to build a case for a
mechanism of behavior change [75,76]. These criteriainclude
gradient, temporal relation, and experiment. Gradient goes
beyond showing an association (which can be accomplished
using statistical mediation approaches) to showing that more
of thetreatment resultsin more of the mechanism and also more
changein the outcome measure. Essentially, thisisaparametric
dose-response analysis, with the addition of measurement of
potential mechanisms at each dose. For example, more exposure
to acomputer-based cognitive behavioral treatment [ 74] should
result in more coping skills and therefore more drug abstinence.

http://www.jmir.org/2013/2/e22/

To achieve atemporal relation, an experiment must show that
the change in the independent variable preceded a change in
the mechanism, and the change in mechanism preceded the
change in the outcome measure. This is where single-case
procedures using technology are particularly well adapted:
showing a tempora relation requires repeated, frequent
assessment of the mechanism and outcome. The assessment can
be enabled by technol ogy-based approaches afforded by mobile
phones, biometric sensors, or accessing awebsite. For example,
mobile phones could be used to frequently probe changes in
coping skills, and changes in skills should precede changesin
drug abstinence. Finally, experiment means that researchers
must use an experimental design that entails systematic
manipulation of the independent variable (treatment). The
mechanism should change only when the treatment isinstituted
and be temporaly associated with changes in the outcome.
Reversal designsor multiple-baseline designs, for example, can
be used to meet the criterion of experiment.

Examining mechanisms of behavior change is crucia for
understanding how technol ogy-based interventionsimpact health
outcomes (eg, increased activity, better dietary choices,
sustained smoking abstinence, etc.). Isolating the key
mechanisms can hel p ensure that these mechanisms are present
when the interventions are scaled up and disseminated. This
process may also increase the efficiency of an intervention by
harnessing the active ingredients and discarding the inactive
ingredients. Furthermore, isolating mechanisms can help bring
parsimony to the field [75]. The number of technology-based
interventions is multiplying, but a parsimonious assumption is
that the number of mechanisms underlying these interventions
is not keeping pace. Finally, because of technology’s unique
ability to penetrate the daly life of the end-user, new
mechanisms may be discovered and assessed. For example,
technology-based therapeutic tools may be used in real-time,
enabling “experientia learning”, which is an effective learning
strategy that uses real-world interactions [77,78]. Overall, the
symbiosis between technol ogy-based assessment and the rigor
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of single-case designs suggests that we have an excellent
opportunity to assess mechanisms of behavior change.

Replication, Reproducibility, and
Generality

Perhaps the most common concern with single-case researchis
its purported limited external validity or generality. Implicit in
this concern is the premise that group designs deal with
generality more effectively. Group designs, however, rarely
include a random, representative sample of the relevant
population and thus do not logically possess generality [21,79].
The problem of limited generality is even more likely in the
context of initial efficacy testing, where groups may be based
on convenience. Although some might assume that the issue of
generality can be accommodated by inferential statistical testing,
thisis also a dubious assumption [80]:

A major limitation of statistical significance,
therefore, isthat it does not provide direct information
about the reliability of research findings. Without
knowledge about reliability there can be no
examination of generality because repeatability isthe
most basic test of generality. Notwithstanding that
limitation, however, significance testing based on
group means may be seen, incorrectly, to have
implicationsfor generality of findings across subjects.
Adherence to this view unfortunately gains strength
assample sizeincreases. In fact, however, regardless
of sample size, no information about intersubject
generality can be extracted from a significance
statement because no knowledge is afforded
concer ning the number of subjectsfor whomthe effect
actually occurred.

In a seminal article on null-hypothesis significance testing,
similar considerations led Cohen to say, “For generalization,
psychologists must finally rely, as hasbeen donein al the ol der
sciences, on replication” [49].

In the context of single-case research, generality can be
demonstrated experimentally in several ways. The most basic
way isviadirect replication. Direct replication means conducting
the same experiment on the same behavioral problem across
several individuals (ie, asingle-case experiment). For example,
Raiff and Dallery [8] achieved adirect replication of the effects
of Internet-based CM on adherenceto glucosetestingin 4 teens
(as described earlier). One goal of the study was to establish
experimental control by the intervention and to minimize as
many extraneous factors as possible. Overall, direct replication
can help establish generdity across participants. It cannot answer
guestions about generality across settings, populations, or target
behaviors. Instead, systematic replication can answer these
guestions. In asystematic replication, the findings from previous
direct replication studies are extended to a new setting,
population, or target behavior. The Raiff and Dallery study,
therefore, was also a systematic replication of effects of
Internet-based CM to promote smoking cessation to a new
problem and to a new population because the procedure had
originally been tested with adult smokers [11]. Effects of
Internet-based CM for smoking cessation were also
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systematically replicated in an application to adol escent smokers
using asingle-case design [81].

By carefully choosing the characteristics of the individuals,
settings, or other relevant variables in a systematic replication,
the researcher can help identify the conditions under which a
treatment works. To be sure, aswith any new treatment, failures
will occur. However, the failure does not detract from the prior
successes. “...aprocedure can be quite valuable even though it
is effective under a narrow range of conditions, as long as we
know what those conditions are” [82]. Such information is
important for treatment recommendations in a clinical setting,
and scientifically it means that the conditions themselves may
become the subject of experimental analysis. This discussion
leads to a type of generality called scientific generality [80],
which is a the heart of a scientific understanding of
technology-based interventions (or any intervention for that
matter). As described by Branch and Pennypacker [80],
scientific generality is characterized by knowledgeable
reproducibility, or knowledge of the factors that are required
for aphenomenon to occur. It can be attained through systematic
replication and through analysis of behavioral mechanisms.
Moreover, the data intimacy afforded by single-case designs
can help achieve scientific generality about technol ogy-based
health interventions. That is, the fine-grained, replicated
assessments of the ebb and flow of behavior can help us discover
the mechanisms by whi ch technol ogy-based interventions affect
health. Indeed, we know very little about theory-derived
mechanisms by which these interventions affect health-related
behavior [83]. Once we come to understand these mechanisms
and the conditions under which they may be operative, they can
be harnessed and tested in further studies and eventualy be
integrated into community-based interventions [44].

Evolving Beyond Preliminary Efficacy

Although we focused on single-case experiments to establish
preliminary efficacy in this paper, these designs can be used at
all stages of technol ogy-based treatment devel opment [16]. For
example, a series of single-case systematic replications can
provide information about the efficacy and generality of an
intervention [45], and recent methodological advances have
promoted the use of single-case strategies for field-testing of
interventionsin naturalistic settings (ie, effectiveness research)
[45,84]. Indeed, single-case experiments have generated abroad
range of evidence-based practices in health care and related
disciplines. These fields include clinical psychology [85],
substance abuse [22,86], education [24], medicine [87],
neuropsychology [25], developmental disabilities [23], and
occupational therapy [88].

Single-case designs have similar promise to identify
evidence-based practicesin thefield of technol ogy-based health
interventions. Because of their rigor and success rate in
identifying evidence-based practices, some researchers have
argued that highly controlled single-case designs should be
considered on par with group designs (eg, randomized controlled
trials) [87,89]. Rather than rank methods, we think it is more
relevant for the researcher to have a diverse array of
methodol ogies to choose from. Choosing the right method can
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be guided by several factors including logistics, experimental ~ diversity to the ecology of research designs to test
control, theory, and the previous education of the researcher technology-based health interventions.
[23]. We hope we have enhanced the | ast factor, and added some
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Abstract

Background: Dental fear and anxiety (DFA) refersto thefear of and anxiety towards going to thedentist. It existsin aconsiderable
proportion of children and adolescents and is a major dilemma in pediatric dental practice. As an Internet social medium with
increasing popularity, the video-sharing website YouTube offers a useful data source for understanding health behaviors and
perceptions of the public.

Objective: Using YouTube as a platform, this qualitative study aimed to examine the manifestations, impacts, and origins of
DFA in children and adolescents from the public’s perspective.

Methods: To retrieve relevant information, we searched YouTube using the keywords “dental fear”, “dental anxiety”, and
“dental phobia’. Videosin English expressing alayperson’sviews or experience on children’s or adolescent’s DFA were selected
for this study. A video was excluded if it had poor audiovisual quality, was irrelevant, was pure advertisement or entertainment,
or contained only the views of professionals. After the screen, we transcribed 27 videos involving 32 children and adol escents,
which were reviewed by a panel of 3 investigators, including a layperson with no formal dental training. Inductive thematic
analysis was applied for coding and interpreting the data.

Results: The videos revealed multiple manifestations and impacts of DFA, including immediate physical reactions (eg, crying,
screaming, and shivering), psychological responses (eg, worry, upset, panic, helplessness, insecurity, resentment, and hatred),
and uncooperativeness in dental treatment. Testimonials from children, adolescents, and their parents suggested diverse origins
of DFA, namely personal experience (eg, irregular dental visits and influence of parents or peers), dentists and dental auxiliaries
(eg, bad manner, lack of clinical skills, and improper work ethic), dental settings (eg, dental chair and sounds), and dental
procedures (eg, injections, pain, discomfort, and aesthetic concerns).

Conclusions: This qualitative study suggests that DFA in children and adolescents has multifaceted manifestations, impacts,
and origins, some of which only became apparent when using Internet social media. Our findings support the value of
infodemiological studies using Internet social mediato gain a better understanding of health issues.

(J Med I nternet Res 2013;15(2):€29) doi:10.2196/jmir.2290
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Introduction

Fear of and anxiety towards going to dentists (ie, dental fear
and anxiety, DFA) are major problemsfor asizeable proportion
of children and adolescents. The prevalence of DFA in children
and adolescents ranges from 5-20% in various countries, with
some cases being considered to be dental phobia (severe DFA)
[1-3]. Children and adolescents with DFA are often
uncooperative during dental visits, thus rendering treatment
difficult or impossible [3]. Such behavior compromises the
treatment outcome, creates occupational stress among dental
staff, and is often a cause of discord between dental
professionals and patients or their parents [4]. Fearful children
and adolescents may try every possible meansto avoid or delay
treatment, resulting in deterioration of their oral health [4-6].
Beyond its impacts on dental care, DFA may also cause sleep
disorders, affect one'sdaily life [7] and have a negative impact
on one's psychosocial functioning [8]. DFA acquired in
childhood may persist to adulthood and is a significant predictor
for avoidance of dental visitsin adulthood [9,10]. This pinpoints
childhood as a critical stage for preventing and intercepting
DFA, thereby assisting people to protect their oral health in the
long term.

Previous studiesinto DFA draw predominantly upon quantitative
instruments such as questionnaires and psychometric scales|[3].
The development of theseinstruments, however, islargely based
on professionals’ presumptions and thus may not capture the
whole spectrum of respondents perceptions and views.
Moreover, quantitative methods that focus on generating
statistics and testing hypotheses may not be able to uncover
complex mechanisms [11]. Qualitative research approach is
therefore considered an important complement to quantitative
methods, especially for gathering in-depth information on human
behavior and reasons for such behavior [11]. Although
qualitative studies do not aim to provide datathat are statistically
extrapolatable to a wide population, they can delineate awide
range of views and experiences in peoples own words and a
rich context [11].

Currently, there is a paucity of research employing qualitative
methodologies for understanding DFA, athough a few
qualitative studies have produced some enlightening findings
[12-14]. Abrahamsson and coworkers, through thematized
in-depth interviews with 18 patients, showed that individual
vulnerability and traumatic dental care experiences caused dental
fear in adult patients, who were often caught in avicious cycle
of fear and negative expectations about treatment [12]. They
also found that several psychological and social factors such as
self-respect, well-being, avoidance, readiness to act, and
ambivalence in coping, determined how adult patients coped
with their fear and how dental fear affectstheir daily lives[13].
Through semi-structured interviews with mothers of 14 children
who were uncooperative during dental treatment, 3 themes
explaining children’srefusal to submit to dental treatment were
identified. These included the origins of child behavior,
caregivers attitudes, and the culture of resistance [14]. The
findings of these studies suggest that qualitative analysis is a
useful method to further our understanding of DFA.
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On the other hand, recent medical studies have illustrated the
potential of utilizing public uploads on Internet social media,
such as YouTube, as a valuable source of qualitative data to
understand health behaviors and perceptions [15-18]. For
instance, through an analysis of 35 YouTube videos, a study
has reported the personal narratives of cancer survivors and
enriched our understandings on the psychological impact of
cancer diagnosis on patients’ persona and family lives [17].
Thefindings help professionals communicate with patients and
their families more effectively and provide better care to cancer
patients. The potential of Internet social mediain dental research
is however, hardly explored. Recently, Knésel and coworkers
reported an interesting work, where they systematically assessed
educational videos on YouTube related to dentistry [19]. Their
analysis suggested the potential value of YouTube in dental
education and itsrolein shaping public opinion about the dental
profession.

YouTube is an online video-sharing website founded in 2005.
It records more than 3 billion views aday and 800 million users
each month [20]. YouTube offers an unrestricted environment
for the public to share their stories and express their feelings
instantaneously and freely. It helps individuals to discuss
sensitive issues easily or to venture opinions without fear of
embarrassment or negative judgement, whichisoften aconcern
in face-to-face interviews [21]. Theoreticaly, the candid
in-depth testimonials and reports on YouTube could be useful
datasourcesfor investigating DFA. The personal narrativesand
original sharing uploaded spontaneously by patients and the
public to YouTube provide a rich context to our existing
knowledge on DFA. In addition, some novel or relatively
neglected themes may emerge and thus deepen our
understanding of DFA. This study aimed to profile the
manifestations, impacts, and origins of DFA in children and
adolescents from the public’s perspective using a qualitative
research approach and YouTube as a platform.

Methods

Video Search and Screening

YouTube videos were searched using the 3 keywords “dental
fear”, “dental anxiety”, and “dental phobia’. Since uploads to
Internet social media turnover frequently, we chose 3
consecutive daysin August 2010 and finished the search in this
fixed period.

All of theidentified videos were screened for eligibility for this
study. A video was included in the study if it was in English
and expressed views or experiences of a layperson with no
formal dental training on any aspect of DFA. A video was
excluded if: (1) it was not related to DFA, (2) it was purely an
advertisement, (3) it was purely for entertainment (eg, comedy),
(4) it contained only the views of dental professionals, (5) it
was in a language other than English, or (6) its production
quality was unacceptably poor such that the meaning of the
speech or conversation could not be discerned. The screening
was performed by one of the authors (HSH). When there was
any doubt or ambiguity, discussions took place among authors
until a consensus was reached.
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Only videos concerning DFA in children and adol escents were
included in this study. A further screen on the videos was made
based on the age of the person experiencing DFA, not the age
of the informant (eg, a video in which a mother talked about
her young daughter's DFA was classified as a video on
children’'s DFA). In 5 videos, the age of the children or
adol escents was discl osed by themselves or their parents during
the conversation, or by the video authors in their video
descriptions. In other videos where age was not explicitly
disclosed, since it was impossible to identify the exact age of
the subjects, the judgement of age was mainly based on visua
and verbal clues (ie, appearance, behaviors, and level of speech
development) [15].

Transcription and Content Analysis

The selected videos were transcribed verbatim. Non-verbal
expressions such as facial expressions and body postures were
also described. A panel of 3 members consisting of a pediatric
dentist, a behavioral scientist/public health practitioner, and a
layperson with no dental background, read through the
transcripts and watched each video carefully to ensure that the
context was precisely understood and documented.

Thematic content analysis [11] was applied. Transcripts were
analyzed by means of line-by-line coding manually. No data
analysis software was used. Themes were developed mainly
through an inductive method (ie, asthey emerged from the data).
The key elements that were relevant to the area of inquiry were
identified and labelled concretely by using either theinformant’s
words (in vivo codes) or the words and concepts of the
researchers disciplines (in vitro codes). This process of open
coding led to a clustering of substantive codes with similar
content into themes, which were subsequently grouped and
organized under analytical categories[14].

All analysis was done through discussions among the 3 review
panel members. The members strived to avoid being governed
by their own pre-structured understanding and to maintain a
salf-reflective attitude to waysin which the review process could
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be influenced. To ensure reflexivity, competing explanations
and alternative interpretations were taken into consideration
throughout the analysis. During theme devel opment and coding,
any ideas, preliminary assumptions, and theoretical reflections
were noted and considered in the analysis. A certain degree of
disagreement existed among panel members in coding of
approximately 6% of the total contents. Discussionstook place
whenever therewere disagreements until consensuswas reached.

To characterize the key elements of each thematic category, the
overal descriptions of all the videos involved were presented.
Original quotes, verbatim excerpts, or illustrative examples
drawn from the videos were provided whenever possible to
facilitate a comprehensive understanding of the themes.

Results

Videos and Statistics

A total of 1155 videos were retrieved under the 3 keywords
(Figure 1). After screening, 182 videos were found concerning
the public’s views or experiences on DFA. Among these, 27
videoswere about DFA of 32 children or adolescents (17 males
and 15 femal es) and were analyzed in thisreport. Theseincluded
3 videos concerning both age groups (children/adolescents and
adults).

Most videos were uploaded from the United States. Two thirds
of the videos were about DFA of children, with the remaining
third on DFA of adolescents (Table 1). In over three quarters
(2127, 78%) of the videos, children or adolescents shared their
own stories and feelings, whereas in the remaining videos,
parents were the proxy informants. The duration of the videos
ranged from about half a minute to 10 minutes. Half of the
videos lasted 1 to 2 minutes. Most (25/27, 93%) of the videos
were uploaded in the past 2 years (2009 and 2010). About half
of the videos had been viewed hundreds to thousands of times.
Five videos were very popular, with more than 10,000 views
each.
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Table 1. Video statistics (N=27).

n (%)

Subject concerned

Child 18 (67)

Adolescent 9(33)
Informant(s)

Self (child/adolescent) 21 (78)

Parent(s) 4(15)

Both 2(7)
Video duration

<lmin 4(15)

1-2mins 13 (48)

3-8 mins 6 (22)

9-10 mins 4(15)
Time being uploaded

Year 2005-2008 2(7)

Year 2009 12 (44)

Year 2010 (till August) 13 (48)
Country of origin

United States 20 (74)

Austradia 3(11)

UK 2(7)

Afghanistan 1(4)

Unknown 1(4)
Number of views

<100 9(33)

100-1000 5(19)

1001-10,000 8(30)

10,001-100,000 4(15)

>100,000 14
Number of rating

0 18 (67)

1-10 6(22)

11-100 3(1D)
Number being selected asfavourite a

0 18 (67)

1-10 6(22)

11-100 3(11)

8f avideo was selected by a user as “favourite”, the user can keep track of the video from within his/her own account and channel. To a user, his’her
favourite videos appear as a special playlist.
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Figure 1. Video search and selection results.

Videos included *
> (n=182)

\

Videos found (n=1155)
“Dental phobia™: 212
“Dental fear™: 391

Screening

“Dental anxiety™ 552

(Duplicate videos were removey

* Three of the 182 videos concerned both age groups
(child/adolescents and adults) and were included in this study.

** Some videos were excluded for more than one reason.

Manifestationsand Impactsof Dental Fear and Anxiety

Themes emerged from the videos on the manifestations and
impacts of DFA are summarized in Table 2. Each theme was

Table 2. Manifestations and impacts of DFA on children and adolescents.

Videos excluded ** i
) m=973)

Gao et a

Dental fear of children O Included in this study
or adolescents 4= O nvolving 32 children/
(n=27) adolescents

( Dental fear of adults
(n=158)

)

(Trrelevant (not related to dental fear)\
(n=473)

&

|

-

~

Pure advertisements
(n=282)

.

( Pure entertainments (e.g. comedy)
(n=17)

Professionals’ views
(n=271)

y @

(I languages other than English
(n=14)

y &

Poor video quality
(n=06)

| J

supported by representative quotes and keywords and was
organized into 1 of the 3 analytical categories.

Analytical categories Themes

Quotes/keywords

Immediate physical reactions Cry, scream, shiver

Psychological responses Worry, upset, panic

Helplessness, insecurity

Resentment, hatred
Uncooperativeness Refuse to sit in dental chair
Refuse to open mouth

Refuse visiting dentist

Not applicable

“What if they drill a holein my teeth?” [video 15]
“1t breaks bone down.” [video 23]

“| dreaded, you know, that procedure”” [video 18]
“Total anxiety attack and it was terrible! [video 24]

“1 was scared to have them [ wisdom teeth] removed. | was
afraid to turn 18" [video 18]

“1 absolutely hated the dentist. | hated going there” [video 18]
Not applicable
Not applicable

Parent hasto “ fight” with children for them to go to clinic.
[video 16]

1. Immediate Physical Reactions

To children and adol escents, a visit to the dentist may represent
a tremendous challenge. Often seen in the videos were their
immediate physical reactions, such as crying piteoudly,
screaming forcefully, and shivering uncontrollably.

2. Psychological Responses

Psychological responsesto DFA appeared as an amalgamation
of worry, upset, panic, feeling of helplessness, insecurity,
resentment, and hatred towards dentists. In afew videos, some
teenagers explicitly expressed worry and panic towards dental
treatments.

http://www.jmir.org/2013/2/e29/

RenderX

I"m still nervous about getting my braces. I'm afraid
| am going to be choked like this. What if they drill a
hole in my teeth [video 15]

Theneedle, [1] completely have phobia of needleand
| freak out. Total anxiety attack and it was terrible
[video 24]

Removal of wisdom teeth was a nightmare to some adolescents
who had undergone or were to undergo the procedure. The night
before the scheduled dental appointment, ateenagegirl, shaking
and smoking in front of the camera, shared her many concerns.
She could not stop worrying about the possibility of “ break[ing]
bone down” during the surgery and that both of her cheeks
would be swollen after the surgery [video 23].
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A video featured a teenage boy who was overwhelmed by a
strong sense of helplessness and insecurity after hearing the
terrible stories of his close friends who had undergone wisdom
tooth extraction. The fear penetrated so deeply inside him that
ultimately he declared that he would rather not to turn 18 just
to avoid the possible threat of wisdom tooth extraction. This
fear, together with his sympathy towards his friends, gradually
fermented into hatred towards dentists.

| was scared to have them removed. | was afraid to
turn 18. | absolutely hated the dentist. | hated going
there. And | dreaded, you know, the procedure. [video
18]

Table 3. Originsof DFA of children and adolescents.

Gao et a

3. Uncooperativeness

Fearful pediatric patients often refused to sit in the dental chair
or open their mouths for oral examination. Parents and dental
teams have to struggle to convince or encourage them to
cooperate. A mother expressed that her daughter had at last
conquered her fear of the dentist, but before that she had to
“fight” with her daughter to get the daughter to go to the clinic
[video 16].

Origins of Dental Fear and Anxiety

Table 3 summarizes the themes of DFA that emerged from the
videos. These fall into three major analytical categories.

Analytical categories Themes

Quotes/keywords

Self experience and parents/peers’ in-
fluence

Irregular dental attendance

Parents' negative statement

Horrible stories from friends

Dentist/dental auxiliaries Bad manner

Lack of clinical skills

Improper work ethics

Dental setting/procedure Dental chair and sound

Injection

Pain and discomfort

Aesthetic concerns

“Heisrather stressed about going to the dentist. I'mnot sureif it is
because we are doing an actual visit or because we have not gone for
awhile” [video 16]

Father told her “ The dentist would pull your teeth!” [video 2]

“It wasbecause | had a couple of friends who were having some massive
dentistry done. And | felt terrible for them.” [video 18]

Impatience

“1t's numb all the way up to my eye and over to the bottom of my chin.
And they gave me... | don’t know, like six shots of numbing thing and
like three of local anaesthetic gel. And | started crying in the chair-...
Hecut my lip”” [video 24]

Lack of respect:

“So when | told [the dental auxiliary] that | want the hot pink one, she
looked at me like | was a little cuckoo?” [video 15]

Unpunctuality:

“First, | waited and waited and waited and waited. It took like forever.

Finally they called my name and | got to sit in the death chair”” [video
15]

“Dentists chairs can be painful places...The sound aloneis enough to
send someone running.” [video 16]

“The needle. [1] completely have phobia of needle” [video 24]

“I"'mgoing to be choked likethis...It wasreally painful... The experience
was dreadful overall” [video 15]

“I"'m expecting the brace to break my appearance...If | go like this
[grin], thenit’ll break my appearance’ [video 15]

1. Self-experience and I nfluence of Parents or Peers

To some children, DFA may be caused by the irregularity of
their dental visits, asillustrated by atestimonial from a mother
who attributed her son’s fear to infrequent dental attendance.

He israther stressed about going to the dentist. I'm
not sure if it's because we are doing an actual visit
or because we have not gone for a while [video 16]

Children’sfear can beingtilled by carelesswords from parents.
A video depicted the destructive behaviors of ayoung girl who
refused to be examined inthe clinic. After tiring persuasion and
struggle, her mother explained to the dentist that she was acting
uncooperatively and irrationally because her father had told her

http://www.jmir.org/2013/2/e29/

in ateasing tonethat, “the dentist would pull your teeth” [video
2].

To adolescents, peers’ influence should not be underestimated.
For a teenage boy who was extremely unwilling to seeing a
dentist, what stroke fear into himinitially was hisfriends' story
of their negative experience.

It was because | had a couple of friends who were
having some massive dentistry done. And | felt terrible
for them. [video 18]

2. Dentists and Dental Auxiliaries

Patients' DFA may stem from professionals’ bad manners, as
shown in an instance of adentist treating ayoung girl. Without
trying to ease the girl’s fear, the dentist rushed through the
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procedures, regardless of the child's resistance. During the
wholevisit, the child could not follow the dentist’sinstructions
well. The dentist behaved impatiently and shone the lamp into
the child’s eyes to force her to close her eyes. Here are the
commands that were uttered by the dentist loudly, sternly, and
impatiently.

Close your eyes. Keep it closed. Squeeze squeeze
squeeze. Squeeze your eyes all the way. Hold them
closed. You are opening. Close your eyes [shinesthe
light]...Stay closed until | tell you to open again.
Okay?...\\e won't be able to do it.... Close your
eyes...Howcanl...? [video 7]

Professionals’ lack of clinical skills may be another cause of
DFA. A teenage girl who had been treated by an incompetent
dentist expressed mixed feelings of panic and anger.

It's numb all the way up to my eye and over to the
bottom of my chin. And they gave me... | don’'t know,
like six shots of numbing thing and like three of local
anaesthetic gel. And | started crying in the chair. It
was really painful ... He cut my lip. [video 24]

Improper work ethics of the dental team may exacerbate DFA.
This happened to a teenage boy who did not feel treated
respectfully by adental auxiliary. While he chosethe*hot pink”
separator for orthodontic treatment, the dental surgery assistant
looked at him as if he was “a little cuckoo” [video 15]. Such
response indeed made him embarrassed and upset. In addition,
unpunctuality could upset patients and worsen their anxiety
before sitting in the dental chair, as expressed by an annoyed
teenage boy.

First, | waited and waited and waited and waited. It
took like forever. Finally they called my name and |
got to sit in the death chair [video 15]

3. Dental Setting and Procedure

Besides the human factors mentioned above, the physical
environment of the dental clinic could provoke fear to pediatric
patients. Fear can be triggered by many elementsin the clinic,
from major dental equipments such as the dental chair, called
by a teenage boy the “death chair” [video 15], to seemingly
trivial details such as dripping sounds from the tap.

Dentists' chairs can be painful places...The sound
aloneis enough to send someone running [video 16]

In addition, certain dental procedures (eg, injections) were the
main reasons for DFA of some pediatric patients.

It wasreally painful. The needle! [1] completely have
phobia of needle and | freaked out [video 24]

Similarly, the expectation of pain and discomfort (eg, choking)
can lead to DFA.

I’'m going to be choked like this...She twisted and
turned all the braces and tucked them on my teeth. It
wasreally painful...| wastold that at 6 p.m. my braces
will be really sore. She said the brace would hurt
really badly for the next three days. So | think I'm
going to fall in love with Mr. XXX [a pain relief pill]

http://www.jmir.org/2013/2/e29/
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because I'm going to be taking that a lot. The
experience was dreadful overall [video 15]

Having an attractive appearance means a lot to adolescents. A
teenage boy who was going to receive orthodontic treatment
worried that the metal barswould make his appearance strange.
His aesthetic concerns were the root of his anxiety towardsthe
coming procedures.

I’m expecting the braces to break my appearance...
For a whole year, | had an expander which basically
expandsmy jaws... If | golikethis[gring], thenit will
break my appearance [video 15]

Discussion

Internet Social M edia as Data Sour cesfor Dental
Research

The explosive growth of Internet social media has transformed
the ways that individuals communicate with their surroundings
and offers a unique opportunity for healthcare research. The
vibrant information exchange through Internet social mediais
bidirectional. While the public can acquire large volumes of
health messages readily [22-24], valuable data could beretrieved
by health professionals from the Internet social media for
research purposes[15-18]. Thepotential of Internet social media
was however largely untapped in dental research. This study
therefore addressed this gap and utilized YouTubeto solicit the
public’s views on an important dental issue—DFA in children
and adolescents.

Main Findings and Implications

Collectively, the videos revealed multifaceted manifestations,
impacts, and origins of DFA among children and adol escents.
Although immediate physical response and uncooperativeness
were not unexpected, the nature and extent of the psychological
impacts were striking. Facing the challenges of a dental visit,
some children demonstrate externalizing behaviors such as
tantrums, whereas someinternalize the fear, which may lead to
psychological or behavioral withdrawal, feelings of shame or
inferiority, and low self-esteem [25]. The story of the teenage
boy who would rather not turn 18 in order to avoid the possible
threat of wisdom tooth removal was a vivid testimonial of the
profound psychological impact of DFA. It exemplifies how
DFA could impair children and adolescents’ outlook towards
life; something dental professionals should not neglect.

This qualitative study has attached considerable and diverse
real life stories to the heterogeneous origins of DFA through 3
pathways, namely direct conditioning via negative dental visit
experience, vicarious learning from family and peers, and
exposure to negative information [26]. A frequently quoted
reason for the initiation and persistence of DFA was the
expected pain and discomfort during invasive procedures, such
asinjections and extractions, and some contextual stimuli, such
as syringes and dental chairs. While some of these
fear-provoking factors may be alleviated through thoughtful
planning of the treatment modality [27] and creative
modifications of the physical settings of the clinic [28], some
are not easy to change because there are no alternatives.
Nonetheless, on an optimistic note, fear and anxiety is a
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multi-dimensional construct that consists of somatic, cognitive,
and emotional elements [29]. The consequences of traumatic
dental procedures depend on the context in which they occur.
Previous research has suggested that pain inflicted by adentist,
who was perceived as caring, was likely to have less
psychological impact than pain inflicted by a dentist who was
cold and controlling [10]. This finding underscores the active
role that dental professionals could play in conditioning and
moderating patients' response to invasive dental procedures.

Our analysis indeed highlights the importance of dental
professionals manner, clinical skills, and work ethics in
reducing DFA of pediatric patients. Children and adolescents
lack maturity to fully manage their emotions and control their
reactions [30]. Thus, they may require extra patience, which
clinicians working with this age group should be prepared to
offer. DFA might well arise from a perceived lack of respect,
something dentists may tend to neglect when treating young
patients. Thisfinding echoesthe results of a previous study that
ranked dentists' attitudes and comments as one of the most
fear-stimulating factors, amidst invasive procedures such as
extractions, drilling, and injections [31]. Our findings aso
highlighted the necessity of adhering to the original appointment
time. During prolonged waiting, many elements in the clinic
may trigger patients fear, which can accumulate to an
unbearable level. In casesthe dentist is unable to treat a patient
on time, dental auxiliaries should introduce the patient into the
world of dentistry, build a sense of closeness with the patient,
and prepare the patient for the upcoming dental procedures.
Engaging patientsin these activities could avoid the escalation
of their DFA during the waiting period.

To assist children and adolescents to experience success in
managing their DFA, a partnership between parents and
professionals is highly advocated [14]. Nevertheless, parents
often feel powerless in managing their children’s DFA and
blame the negative dental treatment [ 14], while dentists usually
have a different frame of reference and tend to put the blame
on parental factors, such as upbringing [32]. There is no doubt
that, to children and adolescents, reactions from parents often
craft their ways in manipulating their environments and
regulating their behavior and are certainly one of the most
proximal influences on their DFA [33]. A proliferation of
research supports apositive correlation between children'sDFA
and their parents DFA or unfavourable attitudes towards
dentistry [3]. Our findings unveiled another facet of parental
influence on children’'s DFA. To the young girl who
demonstrated a cluster of non-compliance, aggression, and
destructive behaviors, her father's careless joking statement,
“the dentist would pull your teeth”, obviously cast a terrifying
image of a dentist, petrified the child, deterred her attempt to
cope, and rendered al the efforts of the dental team in vain.
Information-giving is an inherent part of child-rearing and is
carried out by parentsin an ailmost unceasing fashion [26]. An
interesting experiment demonstrated that parents’ threatening
narratives about a friendly animal instilled high levels of fear
in children [34]. Thisevidenceillustrates how information from
parents may shape their offspring’'s view of the world.
Thoughtful words from a sensitive parent could be a precious
resource for the child to overcome his'her excessive fear and
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set the right expectation for the dental visit. Beyond family
impact, adolescents are vulnerable to peer influence, which
could be a significant source of their DFA. Although it is
impossible to isolate teenagers from negative information from
their peers, professionals should make parents aware of and
sensitive to the potential influence of the information peers
impart, so that parents can stand a better chance of protecting
their offspring from developing DFA.

M ethodological Considerationsand Limitations

Our findings can be better understood if the strengths and
limitations of this study are recognized. To ensure the
authenticity of our report and reduce the chances of exaggerated
or biased contents, we excluded videos that were solely for
entertainment or advertisement purposes. All videos analyzed
in this study thus portrayed genuine experiences, feelings, or
views of members of the public. A common concern in studies
using social media that is applicable to this study is that they
can only capture the views of people who are willing to share
their personal feelingsin the public forum. Parental control and
safety precautions may deter some young children from
uploading videosto YouTube. Therefore, it is not expected that
the YouTube testimonials reported in this study represent all
public opinions. Instead, they are better viewed as a supplement
toinformation solicited from other channelsfor amore complete
picture on DFA. Furthermore, not al age groups are equally
attached to social media. Analysis on the YouTube profile of
users showed that teens and young adults occupy the biggest
proportions of users, while other age groups may be
underrepresented [35]. This, however, should not have cast a
negative impact on this particular study, since our expected
informants were young adults (parents of young children) and
teens (adolescents).

Our findings support the val ue of infodemiological studiesusing
Internet social media to gain a better understanding of health
issues [36]. Our study adopted an inductive method, in which
themes emerge from data, rather than a deductive method, where
themes are hypothesized based on theories and assumptions
[11]. Inductive method, by its nature, is open-ended and
exploratory, alowing us to discover an unrestricted range of
public perspectives without being trapped within the boundary
of professionals assumptions. Our approach of including a
layperson with no formal dental background in the review panel
may have contributed to obtaining accurate interpretationsfrom
the public’'s perspective. The active participation of this
layperson helped to avoid the pitfals of professionas
presumptions in interpreting at least 6 videos.

In this study, we included all eligible YouTube videos into the
analysis, rather than drawing a sample from the YouTube
platform. However, relevant videos on DFA of children and
adol escents appeared in arelatively small volume (N=27). This
may be due to children and adolescents' limited ability in
expressing themselves, which isacommon concern for research
in this age group. YouTube provides a channel for obtaining
precious information from this often inaccessible group and
their parents so that their voices can be heard and their feelings
can be captured. The limited number of videos did not allow
for data saturation in our analysis. Nevertheless, most of the
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themes emerged repetitively from the videos, supporting the
relevance of these themes to children and adol escents.

Conclusions

This qualitative study suggests that DFA in children and
adolescents has multifaceted manifestations, impacts, and
origins. Some of the themes only become apparent when using
Internet social media. The novel and previously neglected
themes emerged in this study can be attributed to the free sharing
platform provided by YouTube, the candid in-depth testimonials
in the videos, and the utilization of qualitative analysis, which
allowstheinterpretation of the deep meanings of theinformants.
Our findings attached real life narrativesto some of our existing
knowledge on DFA and unveiled some missing pieces of the
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puzzles, which could be corroborated through further studies
incorporating in-depth interviews with patients and parents.

The profound impacts of DFA on children and adolescents
reinforce theideathat managing DFA should be astarting point
in patient management. In light of itsdiverse origins, DFA could
be better prevented and intercepted through coordinated efforts
of dentists, dental auxiliaries, pediatric patients, and their
parents. Thoughtful approaches before, during, and after the
dental visit contribute in one way or another to a pleasant and
productive dental experience. Successful DFA management not
only paves the road to satisfactory clinical outcome and better
oral health, but also builds confidence in pediatric patients and
may help them regulate their emotions while facing other
challengesin life.
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Abstract

Background: Welack a systematic portrait of the relationship between community involvement and how people interact with
information. Young men who have sex with men (YMSM) are a population for which these relationships are especially salient:
their gay community involvement varies and their information technology use is high. YMSM under age 24 are also one of the
US populations with the highest risk of HIV/AIDS.

Objective: To develop, test, and refine amodel of gay community involvement (GCI) factors in human-information interaction
(HI1) as applied to HIV/AIDS information among Y MSM, specifically examining the role of Internet usein GCI and HII.

Methods: Mixed methods included: 1) online questionnaire with 194 YMSM; and 2) qualitative interviews with 19 YMSM
with high GCI levels. Recruitment utilized social media, dating websites, health clinics, bars/clubs, and public postings. The
survey included questions regarding HIV/AIDS—related information acquisition and use patterns, gay community involvement,
risk behaviors, and technology use. For survey data, we tested multiple linear regression models using a series of community-
and information-related variables as dependent variables. Independent variables included community- and information-related
variables and demographic covariates. We then conducted a recursive path analysis in order to estimate afinal model, which we
refined through a grounded theory analysis of qualitative interview data.

Results: Four community-related variables significantly predicted how people interact with information (HII variables): 1) gay
community involvement (GCl), 2) social costs of information seeking, 3) network expertise accessibility, and 4) community

relevance. GCl was associated with significantly lower perceived social costs of HIV/AIDS information seeking (R°=0.07). GCI

and social costs significantly predicted network expertise accessibility (R?=0.14). GCI predicted 14% of the variancein community
relevance and 9% of the variance in information seeking frequency. Incidental HIV/AIDS information acquisition (11A) was also

significantly predicted by GCI (R?=0.16). 28% of the variance in HIV/AIDS information use was explained by community
relevance, network expertise access, and both 1A and information seeking. The final path model showed good fit: the RSMEA

was 0.054 (90% Cl: .000-.101); the Chi-square was non-significant (x?(11)=17.105; P=.105); and the CFI was 0.967. Qualitative
findings suggest that the model may be enhanced by including information sharing: organizing events, disseminating messages,
encouraging safety, and referring and recommending. Information sharing emerged under conditions of pro-social community
value enactment and may have consequencesfor further HIl. Y MSM with greater GCI generally used the Internet more, although
they chatted online less.
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Conclusions: HIV/AIDS—elated HIl and associated technology uses are community-embedded processes. The model provides
theoretical mediatorsthat may serveasafocusfor intervention: 1) valuing HIV/AIDS information, through believing it isrelevant
to one’'sgroup, and 2) supportive and knowledgeable network memberswith whom to talk about HIV/AIDS. Pro-social community
value endorsement and information sharing may aso be important theoretical mediators. Our model could open possibilities for

considering how informatics interventions can also be designed as community-level interventions and vice versa.

(J Med Internet Res 2013;15(2):€33) doi:10.2196/jmir.2370
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Introduction

Experts increasingly recognize that human-information
interaction (HI1)—including acquisition, sharing, management,
and use of information—is a social phenomenon. A host of
research approaches have shed light on this social character,
from interactionism to network analysis [1]. This socialy
oriented research has provided several valuable insights
regarding HIl in human communities, including the possibility
of information technology (IT) use to establish and reinforce
community identities, and the potential of IT deployed in
geographic communities to shift the nature and extent of ties
between residents [1]. We have a so learned that the situational
relevance of information varies by community, leading to
selective information acceptance in different groups [2].
Additionally, Chatman’s*“ Theory of Information Poverty” tells
us that social costs associated with seeking certain forms of
information within a community may result in information
avoidance[2,3]. Despite these observations, welack asystematic
portrait of the relationship between people’'s everyday
community involvementsand their HIl, including how important
community involvement might be in the emergence of these
patterns[1,4]. Moreover, there has been little dial ogue between
the fields of community informatics and health informatics,
despite growing interest in embedding socia influence in
consumer health informatics (CHI) applications[5]. Therefore,
our objectivein this paper isto develop, test, and refineamodel
of community involvement factors in HIl, as applied to the
specific situation of HIV/AIDS among young men who have
sex with men (YMSM) aged 18-24. Young men offer a
particularly salient population in which to examine the
relationship between community involvement and Hll, since
their gay community involvement varies [6], and their use of
information technologiesishigh [7,8]. With agoal of informing
HIV/AIDS prevention, we also focused on Y MSM becausethey
are one of the highest HIV/AIDS risk groups in United States

9.

The health domain offers a critical context in which to
understand the role of community involvement in HIl. Disease
prevalence, incidence, and outcomes may all vary at a group
level. In the case of HIV/AIDS in the United States, men who
have sex with men (MSM) have long had disproportionately
high rates of this disease, with the rate of new infections
particularly high among African-American MSM [10-12], as
well asthose under age 24 [9]. Not all MSM identify as gay or
bisexual; thus, public health practitioners created the term “men

http://www.jmir.org/2013/2/e33/

who have sex with men” to highlight the fact that many men
who engage in same-gender sexual contact do not identify as
gay or bisexual, although they may be behaviorally at risk for
HIV infection [13]. Flores and colleagues [14] distinguish
between identity, which they call the “self-view” of sexua
identity, and community involvement, which they call the
“social-normative view.” The socia-normative view reflects
one’'ssocia and psychologica connection to thegay community,
which in turn affects the extent to which a person isinfluenced
by that group. Even among people who identify as gay or
bisexual, gay community involvement—factors such as
socializing with other MSM or participating in lesbian, gay,
bisexual and transgendered (LGBT) organizations—varies.
Notably, non-gay identification among MSM may be
particularly common among African Americans and Latinos
[15,16]; however, gay community involvement varies less by
race than identity does [14]. Understanding an MSM’s extent
of gay community involvement may be particularly relevant to
HIl because it refers to connection to the group rather than
internal perceptions of self. Thus, we outline below a series of
hypotheses about potential relationships between these two
aspects of behavior in our study population.

Due to the historical and present burden of HIV/AIDS among
MSM, gay communities have mobilized an unprecedented
response to the disease. Indeed, gay communities led the
formation of many organizations and publications that develop
and disseminate information about HIV/AIDS prevention and
treatment [17-19]. Gay community settings are also frequently
the focus of HIV/AIDS prevention efforts (eg, [20-22]). Dueto
the high prevalence of HIV/AIDS among MSM, members of
this population may also be more likely to know people with
HIV/AIDS (PHAs)—a socia network factor associated with
talking more and knowing more about the disease [23]. Thus,
even though gay communities are not devoid of HIV-related
stigmatization [24], we contend that YMSM who are more
involved in the gay community will experience greater exposure
to positive attitudes towards PHAS that circulate among some
gay community segments and that they will also be exposed
more to norms that support acknowledging and responding to
personal risk for HIV/AIDS. Therefore, we hypothesize that:

H1: YMSM who are moreinvolved in the gay community will
report fewer perceived social costs of HIV/AIDS—elated
information seeking.

Kippax et al argued more than 20 years ago that MSM who are
more involved in the gay community have more access to
“informed social support” [25]. This thesis suggests a greater
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tendency for a man’s close associates to discuss HIV/AIDS
with him and for these associates to be knowledgeable about
the disease. Therefore, we hypothesize that:

H2: YMSM who are more involved in the gay community will
have greater network accessto HIV/AIDS expertise. Those who
perceive fewer social costs of seeking HIV/AIDS information
will also have more of this access.

A belief that HIV/AIDS is relevant to one’'s community may
also be a consequence of HIV/AIDS prevention efforts and
personal acquaintance with PHAs. Moreover, people may be
morelikely tolook for information that is perceived as rel evant
to their community [2]. Hence, we posit that:

H3: YMSM who are more involved in the gay community will
believe that HIV is more relevant to their community.

Young MSM who are more involved in the gay community
may frequently encounter an HIV/AIDS information-rich
environment [26] and thus may be more frequently “exposed”
[27] to such information “incidentally” [28] through people,
documents, or the Internet. Thus, Y MSM who are moreinvolved
in the gay community may aso be more likely to have been
exposed to HIV prevention messages and testing through venues
such as bars, events, and gay websites [29]. Exposure to
HIV/AIDS information through public health campaignsisaso
associated with supplementary information seeking [30].
Furthermore, knowing a PHA may give rise to more
“network-mediated  opportunities’—socially comfortable
opportunities for asking questions about HIV/AIDS[27]. Prior
research conducted in rural Canadaalso showsthat higher levels
of HIV/AIDS-related expertise and resources in a community
may predict information acquisition success among its members
[1]. Therefore, we hypothesize that:

H4: YMSM who are more involved in the gay community will
report more incidental acquisition of HIV/AIDS information.

H5: YMSM who are more involved in the gay community will
report more HIV/AIDS—related information seeking. People
who perceive fewer socia costs of HIV/AIDS information
seeking, who see the disease as more relevant to their
community, and who obtain HIV/AIDS information incidentally
more often will also seek thisinformation with more freguency.

People do not use all theinformation to which they have access.
What factors determine information use? Certainly, information
must be acquired before it is used. However, information
provided by strong network ties[31] or perceived as collectively
relevant may be more likely to be used [2]. Therefore, we
contend:

H6: YMSMS' use of HIV/AIDS information will be predicted
by greater gay community involvement, higher levels of
HIV/AIDS information acquisition (seeking information,
incidental exposure), greater perceived relevance of HIV/AIDS
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to one’'s community, and more network access to HIV/AIDS
information (“network expertise accessibility”).

A Model of Community I nvolvement Factorsin
Human-I nformation Interaction

In addition to testing these hypotheses separately, we estimate
a model (Figure 1) that considers each of these community
involvement factors simultaneously. This model allows us to
test the possibility of mediating effects of community factors
in HIl, while comparing the rel ative importance of thesefactors.
Our model posits that gay community involvement will exert
both direct and indirect effects on information acquisition and
use. Thus, we forward the following hypotheses concerning
indirect effects:

H7: Community involvement will exert indirect effects on
information seeking through its effect on socia costs of
information seeking and community relevance.

H8: Community involvement will exert indirect effects on
information use through itsinfluence on information acquisition,
perceived community relevance, and network expertise
accessihility.

Modd Refinement

Finally, through an inductive portion of the research, we assess
the potential for new community involvement-related variables
to explain the dependent variables included in the model.
Therefore, we pose the following research question:

RQ1: What additional gay community-related factors, if any,
may help to explain HIV/AIDS—~elated HII among Y MSM?

Technology and Community

Although each of the above HIl processes may involve
technologies, afocus on health informatics draws our attention
to the extent of technological mediation of MSM'’s gay
community involvementsand HIl. According to studies, Internet
use may be fundamentally changing gay communitiesin western
countries (eg, [32,33]). Gay bars and other face-to-face settings
are increasingly supplanted by use of the Internet to meet sex
partners[34,35], sparking effortsto develop and test online HIV
prevention initiatives [36]. MSM, including youth who may
lack offline gay/bisexual associates, also report frequenting gay
websitesto meet friends[37,38]. The Internet may aso facilitate
offline community involvement by connecting people to gay
groups and events [39]. In addition, advocates of a range of
causesincreasingly engagein online social activism [40]. Given
these observations, we hypothesize that:

H9: YMSM who are more involved in the gay community will
use technologies to socialize with others more, as well as to
acquire HIV/AIDS information online more than YMSM who
arelessinvolved.
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Figurel. Model of community involvement factorsin human-information interaction.
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Methods

Mixed Methods Study

Aspart of alarger investigation of HIV testing among YMSM,
we conducted a parallel, mixed methods study [41] including:
1) an online survey and 2) qualitative, in-depth, individua
interviews. Eligibility criteria included identifying as a man
who has had sex with other men in the past 6 months, being age
18 to 24, and living in southeastern Michigan. To further our
goa of informing HIV/AIDS prevention, the research focused
on YMSM in this age group due to the alarming 22% increase
innew HIV infectionsin MSM under age 24 between 2008 and
2010[9]. We obtained a Certificate of Confidentiality from the
Nationa Institutes of Health, providing assuranceto respondents
that their identities and information would be safe from
disclosure even if requested by subpoena. The research was
conducted between summer 2010 and spring 2011. The study
received ethical approva from the Health Sciences and
Behavioral Sciences Ingtitutional Review Board of the
University of Michigan.

Online Survey

Participants

We used an online questionnaireto survey aconvenience sample
of 194 YMSM. To engage an ethnically diverse sample, we
recruited via a variety of venues, eg, socia media websites,
dating websites, health clinics, bars/clubs, public postings,
LGBT organizations, AIDS Service Organizations (ASOs).
Participants in the individual interviews were also invited to
complete the online survey.

http://www.jmir.org/2013/2/e33/
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Survey Procedures

Participants compl eted an online self-administered survey after
indicating comprehension of theinformed consent material and
agreement to participatein the study. The survey was pil ot-tested
and was administered on a dedicated website using Sawtooth
software. The survey took 30-45 minutes to complete. The
overall survey wasdistributed over 108 screenswith an average
of 6 questions per screen; however, skip-response patternswere
used, thus reducing survey length for most participants. The
survey included questions regarding HIV/AIDS—elated
information acquisition and use patterns, gay community
involvement, risk behaviors, and technology use. Participants
were also able to save in-progress surveys and return later for
completion. Participants did not have the opportunity to review
their responses, and there were no compl eteness checks, prior
to submission. Each participant received a $25 e-gift card for
participating.

Web survey datawere collected on asecure server under 128-bit
SSL encryption and a firewall. After downloading, data were
expunged from the server. To prevent multiple entries [42], we
used participants' email, |P address, browser/operating system,
and time taken to complete survey to flag potential
fraudulent/duplicative cases. We cross-checked email and IP
addresses through web applications (eg, Facebook, | P lookup),
without keeping thisinformation or linking it to data. If verified,
we treated a case as unique; otherwise, we did not use the
entered data. We had 824 unique site visitors, as counted by
unique IP address. We recorded 1034 survey entries, which
included 194 eligible and compl ete cases, 16 incomplete entries,
and 264 entriesthat wereineligiblefor study participation based
on eligibility criteria. In addition, we detected 559 fraudulent
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entries, which were removed from our dataset. Our recruitment
rate was 79.69% and, after excluding fraudulent cases, our
completion rate was 92.38%. After verification, data were
de-identified and transferred into SPSS software.

Survey Measures

Gay Community Involvement

We initially used an established, 17-item measure of gay
community involvement [43]. When subjected to a principal
axis factor analysis with varimax rotation, one factor was
produced with an Eigenvalue of 5.13 and explained 31.273%
of the variance. This factor was used to create an 5-item scale
of gay community involvement, which included items such as,
“In your opinion, do you feel that you are a part of the gay
community inyour area?’, “How many of your friendsare men
who also have sex with other men?’, “How much of your leisure
time do you spend with men who also have sex with other men?’
and “In atypical week, if you hang out with men who also have
sex with other men, how much time do you spend at meetings
or organizations?’ This scale, which measured both behavioral
and affective dimensions of community involvement, had good
internal reliability (Cronbach apha=.872).

Community to Which You Most Belong

To assessthe possibility that Y MSM had alternative community
affiliations that might affect their HIV/AIDS-related HII, we
asked participants to complete the foll owing open-ended survey
question, “People have different definitions for the term
‘community’. Thinking about the different communities that
you belong to, please indicate below what is the community
that you feel like you belong to the most.” Participants
responses to this question were then content-analyzed by
assigning emergent categories to these responses [44].

Social Costs of Information Seeking

Based on Chatman’s theory of information poverty and its
insight regarding the potential social costs of information
seeking in marginalized groups [2], we adapted an existing,
15-item scal e regarding the social costs of information seeking
in aworkplace setting [45]. When subjected to a principal axis
factor analysis with varimax rotation, one factor was produced
with an Eigenvalue of 9.399 and explained 62.660% of the
variance. A 5-item scale was then created that asked about
participant agreement with the statement, “It would not be
socially acceptable in my community to look for this
information...”, with response optionsreferring to HI V-related
matters such as how to use a condom and where to obtain an
HIV test. Responseswere on a5-point Likert scale (1=Strongly
disagree, 5=Strongly agree). The scale has excellent internal
reliability (Cronbach apha=.965). Due to the high skewness of
thisvariable, it was log-transformed for further analyses.

Community Relevance

Again, based on Chatman'’s theory of information poverty [2],
we created a 3-item scal e that assessed the perceived relevance
of HIV/AIDS information to one’'s community. These items
included: “HIV/AIDSis an important issue in my community”
and “Men who have sex with men need to know everything
they can about HIVV/AIDS.” Responseswere on a5-point scale
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(1=Strongly disagree, 5=Strongly agree). Principal axis factor
analysis with varimax rotation revealed a single factor with an
Eigenvalue of 2.396 and explained 79.875% of the variance.
The scale had high internal reliability (Cronbach alpha=.874).

Networ k Expertise Accessibility

This variable was calculated to refer to the availability of
HIV/AIDS information from people close to the participant or
those identified by the participant as people with whom they
discussed “important personal matters,” including those with
whom they have discussed or would feel comfortablediscussing
HIV/AIDS prevention and testing. After naming each network
member, participants were asked to state whether they had ever
discussed HIV/AIDS with that person and whether they
considered that person “knowledgeabl e about HIV prevention.”
Responses were on a 4-point scale (1=Completely disagree,
4=Completely agree). For each network member, an “ expertise
accessibility” multiplier variable was created for discussion of
HIV/AIDS and the participant’srating of that network member’s
knowledge of HIV/AIDS. Then, a variable was created for
“Total network expertise” accessibility, which summed the
scores of expertise accessibility for al network members. Due
to significant skewness, this variable was then log-transformed
for statistical analyses.

Frequency of HIV/AIDS Information Seeking

This 1-item measure was adapted from the National Cancer
Ingtitute’sHealth Information National Trends Survey (HINTYS)
[46]. The question asked: “In the past 12 months, how often
have you looked for HIV/AIDS information from any source?
By ‘source’ we mean people, organizations, documents, or the
Internet.” Responses were on a5-point scale (1=Never, 5=Very
often).

Incidental I nformation Acquisition (I1A) Frequency

This 4-item scale was developed based on extant theory
regarding non-purposeful information acquisition, including
therole of an information-rich environment in facilitating such
acquisition [26,47-49]. Responses were on a 4-point scale
(1=Never, 4=A laot). A principal axis factor analysis with
varimax rotation reveal ed that asingle factor with an Eigenvalue
of 2.39 explained 59.475% of the variance. Based on factor
loadings, a final 3-item scale was created that included these
items:. “| accidently find information about HIV/AIDS while |
look for information about other topics’, “I learn unexpected
things about HIV/AIDS when | watch television or read the
newspaper”, and “| learn unexpected things about HIV/AIDS
when | talk to other people” This scale had good reliability
(Cronbach apha=.798).

Frequency of Information Use

We developed an original 15-item scale that assessed use of
HIV/AIDS information for a variety of topics relevant to
HIV/AIDS risk and prevention. Principal axis factor analyses
with varimax rotation showed that a single factor with an
Eigenvalue of 8.962 explained 59.744% of the variance. Thus,
a 10-item scale was created with responses to the question “In
which of the following ways did you use the HIV/AIDS
information that you got in the past 12 months? Did you use
the information to...”. Options included finding a place to get
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tested for HIV, deciding whether to ask apartner hisHIV status,
deciding whether to get tested for HIV, and deciding whether
to ask a partner to obtain an HIV test. Responses were on a
5-point scale (1=Never, 5=A great deal). The scale had excellent
reliability (Cronbach alpha=.937).

Technology Access

Participants were asked whether or not they have technologies
that may provide Internet access, including desktop/laptop
computers, cell phone/smartphone, PDA, e-readers, music
players, and game consoles.

Internet Use Levels

Participants were asked how often they use the Internet at a
variety of locations. Options included home, school, work,
public library or community center, mobile device, or other.
The response scale varied from “Less often than every few
weeks or never” to “Several times a day”. Due to high levels
of Internet usein the sample, binary variableswerethen created
across al Internet access locations to note whether the
participant “ Usesthe Internet several timesaday” or “Usesthe
Internet less than several timesaday”.

Technology-M ediated Per sonal Network Member
Communication

Asmentioned, participantswere asked to specify up to 7 people
with whom they discussed “important personal matters’. Each
participant was asked how often they communicate weekly with
each of these named network members using the Internet, phone
(not including texting), or face to face. They were also asked
how many texts they sent per day to that person. Daily texts
were then transformed into aweekly value. Following this, the
proportion of overall daily contacts with each network member
through each communication medium was calculated. This
number was then used to calculate an overall average for each
communication media for each participant across al of their
network members.

Per sonal Network Members Met Online

Participants were asked how they met each of their network
members. Response options included family, school, social
gathering/through friends, online, work, and other. A binary
variablewas created to indicate whether anetwork member was
met online. The total number of network members whom the
participant had met online was then calculated. Because this
was a highly skewed variable, this number was transformed
into abinary variable for each participant for whether or not he
had met any network members online.

Internet Use For Online Dating

Participants were asked how many times in the past 2 months
they had used the Internet to: 1) find someone to date, or 2) to
“hook up” (ie, have a sexual encounter). The 7-point response
scaleranged from “Never” to “Morethan onceaday” . Because
these variables were skewed, a binary variable was created to
reflect whether or not the person had used the I nternet for either
purpose in the past 2 months.

Time Spent Chatting With Other MSM Online

Participants were asked how much time they spend hanging out
with other MSM by “chatting on the Internet”. The 4-point
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response scale ranged from 1=Not at all to 4=More than 10
hours.

Online HIV/AIDS I nformation Seeking Frequency

Participants were asked how much they had used three online
source types to obtain HIV/AIDS information in the past 12
months. Optionsincluded “Internet sites for men who have sex
with men”, “ Socia networking sites (like Facebook or Twitter)”,
and “All other Internet sites’. The 4-point response scale ranged
from 1=Never to 4=0ften. A principal axisfactor analysiswith
varimax rotation was conducted, producing one factor with an
Eigenvalue of 2.52 that explained 75.075% of the variance.
Values on this new scale were skewed, and therefore, were
classified asnever, often, or rarely/occasionally using any online
HIV/AIDS information source.

Demogr aphic Covariates

Participants were asked to state their age, race (White/European
American, Black/African American, Asian, Native
American/AlaskaNative, Hawaiian/Pecific | lander and Other),
ethnicity (Hispanic/Latino or not), sexua identity
(gay/bisexual/heterosexual), and highest level of education
completed. Due to the disparity between whites and
African-American and Latino MSM in new HIV infections, a
binary “minority” variable was created for African Americans
and Latinos. Due to the distribution of the education variables,
we also created a binary education variable to indicate whether
the participant had a high school education or an education
beyond high schooal.

Statistical Analysis of Survey Data

We calculated descriptive statistics about the respondents’ gay
community involvement, categoriesfor the community to which
they most belong, HIl, technology use, and demographics. We
then tested multiple linear regression models that took each of
the key community- and information-related variables as the
dependent variables. Theindependent variablesin these models
included community- and information-related variables, aswell
as demographic covariates. Assumptions for multiple linear
regressions were met. Skewness and kurtosis values for the
dependent and independent variables were within range for
normality, and residuals plots and partia plots looked
acceptable. Lack of multicollinearity among the predictors was
indicated by al Pearson’s correlation measures being < 0.7,
variance inflation factor values < 10, and tolerance values >
0.10. Cook’s d values were well below 10, so no outliers
affected theresults. Oncetheinitia regressionswere conducted,
those results were used to determine which paths to include in
a fina model. Structural equation modeling software (SPSS
Amos, version 20) was used to perform recursive path analysis
with observed variables and to estimate the model. Because of
power considerations, sample size did not allow for reliable
testing of modéd fit; therefore, fit statistics are reported only
briefly in the analyses.

Qualitative I nterviews

I nterview Participants
Due to the modest levels of variance in HIl predicted by our
regression models (R?=0.07-0.28), we conducted a focused
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analysisof interview datato identify additional gay community
involvement factors that may help explain HIV/AIDS-related
HIl among YMSM (RQ1). Our initia interview sampleincluded
29 YMSM who wererecruited viasocial mediawebsites, dating
websites, health clinics, bars/clubs, public postings, LGBT
organizations and ASOs. To permit in-depth examination of
our research question, we theoretically sampled [50] a subset
of 19 interview participants (drawn from the original 29) with
the highest level s of gay community involvement, as determined
by perceptions of belonging to their local gay community,
involvement in gay-related organizations, and the prevalence
of other MSM in their social networks. Seven of these
participants were current or previous volunteers or paid staff
for HIV prevention initiatives sponsored by L GBT organizations
and/or ASOs.

I nterview Procedures

In-depth, semi-structured interviews [51] were conducted using
an interview guide with open-ended questions, follow-up
questions, and probes [52]. The interviews focused on
participants’ perceptions of community, their HIV/AIDS-related
HII, and their HIV testing decisions and experiences. Interviews
lasted from 45 to 90 minutes. Interviews were audio-recorded
and transcribed. Participants social networkswere elicited with
name-generator questions [53], followed by visuadization
exercises [54] that gathered data about network structure and
demographics. Each participant received a $30 gift card for
participating.

Qualitative Analysis of I nterviews

We conducted a grounded theory [50] analysis of interview
transcripts using the constant comparison method [55]. Initialy,
we conducted open coding [50] using gerunds so asto focuson
actions and processes [56], followed by axial coding [50] in
order to define conditions, actionsinteractions, and
consequences associated with our emergent core category.
Selective coding [50] and memoing were also pursued to further
define and interrogate this category [56].

Results

Participant Characteristics

Survey participants’ average age was 20.66 (see Table 1). More
than half of the sample (57.2%) was Black/African American,
and 18% of participants were Hispanic/L atino. Approximately
half of the sample (52.6%) had a high school education or less.
Themagjority identified as gay (84.5%), with 13.5% identifying
as bisexual. Fifteen participants (11.6%) reported that they had
received an HIV-positive test result.

The majority felt that the community to which they most
belonged was the Gay/Queer/LGBT community (65.8%), with
the next most common response being none (10.2%). Severa
YMSM defined their primary community as smaller subgroups
of people united around aternative principles, such as shared
values (3.7%) or friendship/kinship (4.8%). However, itislikely
that these groups included other MSM, since 4 (25%) of the
participants who chose these smaller subgroups also indicated
that “some” or “al” of their friends were MSM, and 8 (50%)
stated that “a few” were. A minority of participants (15.5%)
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“most belonged to” an alternative social group. The most
frequently named alternative social groups were
school/workplace  (7.0%), city/neighborhood  (2.1%),
styleffashion subculture (2.1%), sports/recreation (1.6%),
ethnic/cultural group (1.6%), and churches (1.1%). There was
alarge association [57] between naming Gay/Queer/LGBT as
one's key community and our aforementioned measure of gay
community involvement (N=0.519; CI 0.414-0.648).

As might be expected with a web survey sample, participants
were heavy Internet users, with 89.7% of respondents using the
Internet several timesaday (see Table 2). Participants a so had
significant access to technological devices—100% of
participants had access to at least one. Of these, 80.5% had a
cell phone, 65.6% an iPod/MP3 player, 61.5% a laptop
computer, and roughly half (53.2%) a game console. As for
uses of technology, participants indicated that an average of
43% of their weekly contactswith their close network members
were through texts. An average of 12% of interactions took
place on the Internet, 12% were on the telephone, and 19% were
face to face. Although just over athird of the participants had
used the Internet to meet other men for dating or sex in the past
2 months, only 13.4% said that they had met one of the people
that they discuss “important personal matters with” online. A
large proportion (41.9%) did not spend any time chatting with
other MSM onlinein atypical week. At the same time, 33.5%
of respondents said that they spent 3 hours or more per week
doing so. Despite their significant Internet usage, a small
proportion (7.7%) had frequently obtained HIV/AIDS
information onlinein the past year, and 58.7% of al participants
had looked for HIV/AIDS information online at least rarely in
the past 12 months. However, 31.3% indicated that they had
not done so at all in that time. The most popular online source
for HIV/AIDS information was Internet sites for MSM: 100
participants (51.5%) had used this source at least rarely over
the previous year.

Likethe survey participants, the mean interview participant age
wasjust under 21, and the majority was African American and
gay-identified (see Table 3). A similar proportion of the samples
was also Hispanic/Latino (17.5% of survey participants vs.
15.8% of interviewees). A small minority of both sampleswere
HIV-positive.

Survey Results

Prediction of Community and I nformation-Related
Variables

Table 4 shows that gay community involvement was not
associated with demographic covariates, including age,
education, or minority status. Similarly, minority status was
independent of gay identity (x%(1)=.019; P=.890). In support
of Hypothesis 1, gay community involvement was associated
with significantly lower perceived socia costs of information
seeking. The covariate of having more than a high school
education was associated with more perceived social costs.
Overall, however, only asmall proportion (9%) of the variance
in social costs was explained by gay community involvement
and education, with most of the variance (7%) explained by
community involvement.
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In support of Hypothesis 2, gay community involvement and
social costs had significant associations with access to
HIV/AIDS expertise in personal networks. On an unadjusted
basis, participants with more education and those who were
racial/ethnic minorities had less accessto HIV/AIDS expertise
intheir networks, but these effects disappeared after adjustment
for community involvement and social costs. 14% of the overall
variance in network expertise was accounted for in the final
model.

Community relevance was predicted on an unadjusted basis by
community involvement, social costs, and network expertise
access, although it was not predicated on any demographic
covariates. However, thefinal model, which accounted for 14%
of the variance in community relevance, included only
community involvement as a significant predictor. Thus,
Hypothesis 3 was supported.

Table 5 shows that, in accordance with Hypothesis 4, gay
community involvement was asignificant predictor of incidental
information acquisition (11A), both before and after adjustment.
Sixteen percent (16%) of the variancein I1A was explained by
community involvement. Younger men and those with more
education reported more I 1A, but these effects disappeared after
adjustment. Similarly, a marginally significant relationship
between community relevance and IIA disappeared after
adjustment.

Hypothesis 5 also received support. Those with greater gay
community involvement had sought HIV/AIDS information
more frequently than those with less involvement. Social costs
of information seeking, community relevance, and I1A wereall
significant predictors of information seeking frequency on an
unadjusted basis. However, each of these effects disappeared
in the full regression model, leaving only community
involvement as a significant gay community-related predictor.
This result meant that Hypothesis 7 was unsupported, since
social costsand community relevance could not act as mediators
between community involvement and information seeking
without these variables having a direct association with
information seeking. As for covariates, minority men sought
HIV/AIDS information more frequently than whites; this
variable was significant in the final model, athough its
contribution to prediction was smaller than community

involvement (R? change=5% of the variance in information
seeking). For information-seeking frequency, 9% of the variance
was predicted by such gay community involvement alone (see
Figure 1).

The most robust regression model sought to predict HIV/AIDS
information use, with 28% of the variance in the model
explained by included variables: community rel evance, network
expertise access, and both 1A and information seeking.
Therefore, Hypothesis 6 was supported. The magnitude of effect
for community relevance (path coefficient=.273) was
comparable to that for incidental information acquisition and
seeking (path coefficients=.215 and .284, respectively).
Significant direct effects for information use disappeared once
adjusted for its mediators. Thus, al effects for community
involvement on information use wereindirect, providing support
for Hypothesis 8 (see Table 6).
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Therefore, overal, four community-related variables were
significant in predicting the amount of information acquisition
and/or use: 1) community involvement, 2) social costs of
information seeking, 3) network expertise accessibility, and 4)
community relevance. The final path model predicted 28% of
the variance in information use, 14% of the variance in
incidental information acquisition, and 9% of the variance in
information seeking (see Figure 1). Furthermore, without the
effects of information acquisition on information use, the
variables of community involvement, community relevance,
and network expertise access al one explain 17% of the variance
ininformation use.

Model of Community I nvolvement Factorsin
Human-I nformation I nteraction

A recursive path analysiswith observed variableswas estimated
with AMOS structural equation modeling software version 19.
The resulting model is depicted in Figure 1. Table 6 contains
coefficients for direct and indirect effects. Demographic
covariates (education, race) offered little improvement in the
prediction of HIl dependent variables, and thus, they were
excluded from the final model. The final model showed good
fit: the root mean square error of approximation (RMSEA) was
0.054 (90% CI 0.000-0.101), the Chi-square was non-significant

(x?(11)=17.105; P=.105), and the overall Comparative Fit Index
(CFI) was 0.967.

Technology, Community, and I nformation I nteraction
Hypothesis 9 received partial support. Significant positive
relationships exist between gay community involvement and
use of the Internet at least severa times a day (r,,=0.153,
P=.040) and online information seeking regarding HIV/AIDS
(r=.302, P=<.001). However, asignificant negative relationship
exists between gay community involvement and hours spent
chatting with other MSM on the Internet (r=-.175, P=.018). In
addition, no significant relationships exist between gay
community involvement and the proportion of network contacts
viatexting (r=-.080, P=.456) or the Internet (r=-.152, P=.108).
Furthermore, there were no significant relationships between
gay community involvement and online dating (r,,=-0.113,
P=.129) or having met at least one close network member online
(rpp=-0.047, P=.531).

Interview Results

Due to the modest predictive power of the existing model for
HI1-related dependent variables, we sought to refine our model
by investigating what additional gay community-related factors,
if any, may help to explain HIV/AIDS—related HII among
YMSM (RQ1). Our grounded theory analysis of interview
transcripts yielded a key category: information sharing.
Analyses showed that the conditionsthat facilitated information
sharing were YMSMs' endorsement of enacting pro-social
community values (see Table 7). Accordingly, 9 Y MSM defined
community as looking out for each other, particularly when
under some form of attack or threat, and an additional 9
understood community as working together, or striving for
common goals. Because HIV/AIDS was seen to be a serious
threat to the community (community relevance), Y MSM sought
to enact their pro-social community values by making a
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difference in reducing the burden of HIV/AIDS in their
community. A key aspect of making a difference for these
Y M SM wasinforming community; indeed, some youth believed
that information sharing was a key characteristic of
“community” asavalue.

Information  sharing included the following key
actiong/interactions; organizing events, such as community
discussionsor video screenings; disseminating messagesthrough
flyers, t-shirts, workshops or other media; encouraging safety
through interpersonal discussions with friends and
acquaintances, and referring and recommending, so as to
connect friends with HIV testing sites or other help sources.

A consequence of information sharing was interacting with
more information. Indeed, information sharing emerged as a
potential correlate of all HIl variables included in our model.
For exampl e, information sharing motivated information seeking
about the disease, since one needed to acquire information
before sharing it. This information seeking often involved
longer-term activities such as attending HIV/AIDS—related
workshop series, internships or training, as well as episodic
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activities such as Internet searching and asking questions.
Sharing information also comingled with efforts towards
countering stigmatization of both HIV/AIDS—elated help
seeking and PHAs—which could ultimately affect perceived
social costs of information seeking. Furthermore, information
sharing—especialy if formalized through volunteer or paid
work with LGBT organization or ASOs—aoften placed Y MSM
in information-rich environments that facilitated ongoing
incidental information acquisition. Information sharing efforts
also led participants into contact with other people who were
knowledgeable about HIV/AIDS, especially other volunteers
or coworkers. Such network expertise accessibility meant that
participants had many network-mediated opportunities[27] for
asking questions about HIV/AIDS (information seeking).
Furthermore, YMSM made a strong connection between
information sharing and their information use for making
decisions about their sexua hedth. In particular, sharing
information appeared to increase participants personal
motivation for safer sex and HIV testing and their associated
commitment to acting as role models for others.
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Table 1. Survey participant demographics (n=194).

Number Valid Percent
Age, mean (SD) 20.66 (1.71)
Race &
Black/African American 111 57.2
White/European American 75 38.7
Native American/Native Hawaiian/PacificIs- 10 52
lander
Asian 12 6.2
Other 13 6.7
Hispanic/Latino 34 175
Education
Some high school 10 5.2
High school/GED 92 474
Technical school 3 15
Some college 69 35.6
Bachelor’s/graduate degree 18 9.8
Sexual identity &
Gay 154 845
Bisexual 26 135
Heterosexual 5 3.6
Other 6 31
HIV-positive 15 11.6
Primary community member ship
Gay/Queer/LGBT 123 65.8
None 19 10.2
School/Workplace 13 7.0
Family/friends 9 4.8
Values-based community (eg, communication, 7 37
love, togetherness, beauty)
City/neighborhood 4 21
Style/fashion (eg, urban prep, stoner) 4 21
Sports/recreation 3 16
Ethnic/cultural group 3 16
Church 2 11
@More than one response possible.
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Table 2. Survey participants’ technology use and information interaction (n=194).

Number Valid Percent
Technology access
Desktop computer 71 36.8
L aptop computer 118 61.5
Cell phone (including smart phones such as 153 80.5
iPhone, Android, BlackBerry or similar device)
PDA or personal data device 17 89
E-reader (eg, Kindle, iPad) 36 18.6
iPod or MP3 player 126 65.6
Game console (eg, Xbox, Playstation) 100 53.2
Internet uselevels
Several times aday 174 89.7
At least once aday 18 9.3
Less than once aday 2 1
Per sonal network member communication
Mean proportion on Internet (SD) 0.12 (0.13)
Mean proportion on texting (SD) 0.43 (0.19)
Mean proportion on phone (not including texting)  0.12 (0.11)
(SD)
Mean proportion on face-to-face (SD) 0.19 (0.15)
Met at least one per sonal network member 24 124
online
Internet use for online dating 70 36.5
Time spent chatting with other MSM online
per week
More than 10 hours 27 141
3-10 hours 37 194
Upto 3 hours 47 24.6
Not at all 80 419
HIV/AIDSinformation seeking frequency —all
sources
Very often 27 139
Often 31 16.0
Sometimes 72 371
Rarely 37 19.1
Never 27 139
OnlineHIV/AIDSinfor mation seeking frequen-
cy (n=166)
Often 15 1.7
Occasionally or rarely 99 59.6
Never 52 313
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Table 3. Interview participant demographics (n=19).

Number Valid Percent
Age, mean (SD) 20.79 (1.96)
Race?
Black/African American 12 63.2
White/European American 4 211
Native American/Native Hawaiian/Pacific |slander 2 10.5
Asian 1 53
Hispanic/Latino 3 158
Sexual identity?
Gay 13 68.4
Bisexual 6 31.6
HIV-positive 1 5.3
@More than one response possible.
Table4. Linear regressions for community-related variables.
Independent variable Dependent variable
Gay community involve-  Social costs of Network access to Community relevance
ment (GCI) HIV/AIDS information  HIV/AIDS expertise of HIV/AIDS informa-
seeking tion
Beta P Beta P Beta P Beta P
Age Unad. -.070 346 -103  .154 079 272 011 881
Adj. — — — — — — — —
Education level Unadj. .001 .988 163 .023 —269 <.001 —-.083 .256
Adj. — — 164 .022 —-.057 422 — —
Racial /ethnic minority Unadj. .064 .393 -.075 .296 -.173 .016 —-.003 .968
Adj. — — — — -031 654 — —
Gay community involvement  Unadj. — — -272 <.001 271 <.001 .356 <.001
(GCI)
Adj. — — -.272 <.001 318 <.001 .303 <.001
Socia costsof HIV/AIDSinfor-  Unadj. — — — — -.345 <.001 -.242 .001
mation seeking
Adj. — — — — —-.149 .044 -142 .062
Network accessto HIV/AIDS  Unad;. — — — — — — 184 .011
expertise
Adj. — — — — — — .053 485
Community relevance of Unadj.
HIV/AIDS information
Adj.
Incidental HIV/AIDSinforma-  Unad. — — — — — — — —
tion acquisition frequency
Adj. — — — — — — — —
Frequency of HIV/AIDSinfor- Unadj. — — — — — — — —
mation seeking
Adj. — — — — — — — —
R2 adjusted — 091 135 139
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Table5. Linear regressions for information interaction variables.

Independent variable Dependent variable
Incidental HIV/AIDSin-  Frequency of HIV/AIDS information use
formation acquisition HIV/AIDSinforma:  for decision making
frequency tion seeking
Beta P Beta P Beta P
Age Unad]. -130 .070 .065 368  —026 124
Adj. —-031 .686 — — — —
Education level Unad]. .180 .012 .001 .984 .008 913
Adj. .168 .030 - - - -
Racia /ethnic minority Unad;. —-.030 675 234 .001 .092 .200
Adj. — — 226 001 — —
Gay community involvement (GCI) Unad;. .378 <.001 301 <.001 .257 <.001
Adj. .368 <.001 192 020 —-059 448
Social costs of HIV/AIDS information seek-  Unad. .012 .868 -.194 .007  —108 135
ing
Adj. — — —.100 A7 — —
Network accessto HIV/AIDS expertise Unad. -014 .850 071 324 244 .001
Adj. — — — — 192 .005
C_:ommuni ty relevanceof HIV/AIDSinforma-  Unadj. 137 .058 .206 004 375 <.001
tion
Adj. .020 .784 .103 173 273 <.001
Incidental HIV/AIDSinformation acquisition  Unadj. — — 162 024 274 <.001
frequency
Adj. — — .083 274 215 .002
Frequency of HIV/AIDSinformation seeking Unad;. — — — — 371 <.001
Adj. — — — — 284 <.001
R adjusted 157 143 278
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Table 6. Standardized total, direct and indirect path coefficients for model (see Figure 1) (N=194).

Standardized Total effects Standardized Direct effects Standardized Indirect effects
Parameter estimate Egt.2 Cl P Est. Cl P Est. Cl P
GCl — Socid costs of informa-  —.272 (—358- .032 -272 (—358- .032 — — —
tion seeking —.138) -.138)
GCl — Network expertiseac- 271 (.141-.388) 011 271 (.141-.388) 011 — — —
cess
GCl — Community relevance  .356 (.246-.463) .009 .356 (.246-.463) .009 — — —
GCI —Incidental information  .378 (.257-.476) 011 .378 (.257-.476) .011 — — —
acquisition
GCI —Information seeking fre-  .301 (.174-.382) .018 .301 (.174-.382) .018 — — —
quency
GCI — Information use .300 (.234-.361) .013 — — — .300 (.234-.361) .013
Social costs of information -293 (—386 - .020 —-293 (—386 - .020 — — —
seeking — Network expertise -173) ~173)
access
Social costs of information —-.053 (—095 - .007 — — — -.053 (—.095 - .007
seeking — Information use —.025) —.025)
Network expertise access—In- 181 (.097-.273) .008 181 (.097-.273) .008 — — —
formation use for decision
making
Community relevance — Infor- .261 (.160-.386) .005 .261 (.160-.386) .005 — — —
mation usefor decision making
Incidental information acquisi- .198 (.072-.285) .021 .198 (.072-.285) .021 — — —
tion
—Information use for decision
making
Information seeking frequency .276 (.169-.373) .012 276 (.169-.373) .012 — — —
—Information use for decision
making

8Est. = estimate.
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Table 7. HIV/AIDS information sharing.

Cate- Concepts Sample participant quotations
gories

Conditions: Enacting pro-social community values

Looking out for each other “A group of people who look out for one another, nurture each other, fight for each other...”
“...having somebody’'s back...”
Working together “1 hear the word ‘ community’, | hear unity in it, so that means everyone must come together

to be one unit...everyone working together equally, picking up the slack ...”
“...agroup of people that... try to do anything that will work for...the common good for the
group..”

Making adifference “HIV and AIDS...I grew a passion for it...knowing that it was something out there that was
destroying the community...I...can have a big impact on.. protecting people from[it] ”

Informing community “...when | hear ‘community’ .. .that brings to my head friends, family helping out each other
and informing each other about certain things and having each other’s backs”

“...when...| talk about safe sex with people, that’s...my community...”
Actiong/Interactions: Information sharing

Organizing events “...alot of people...were starting to get infected and... your heart hurt... ... itjust led to
this...urgent need to talk to us... ... [so we organized] a community discussion...because it
seems like we' d get the information, then it dies...”

Disseminating messages “...mostly...the gay community hasit and people have died fromit ... made me feel sad, and
[1] wanted... help... | useto volunteer...like do flyers...”

Encouraging safety “...if you are around me, I’'mgonna pull you in, like ‘.. just protect yourself ...that's your
body’ .. talking to people...”

Referring and recommending “...I send themrandomtexts, send them Facebook messages, ‘ have you gotten tested yet?' ... do
you want to go out tonight? Yeah, let's go get tested [for HIV]...

Conseguences of information sharing: Interacting with moreinformation

Information seeking “...learning thisinformation and being able to put it back into the community. It's kind of my
purpose...”

Countering stigmatization andthesocial  “...if they see somebody, they be like ‘ ok well | just met this person but he have HIV so I’m not

costs of information seeking going to talk to hin'' .. | try to get them out of that...”

Incidental information acquisition “I know the signs, symptoms.... how to test people. .. by watching, paying attention, going through
it, trying to help out...if you volunteer at enough places you' Il get the knowledge of
[HIV/AIDS]..”

Network expertise accessibility “| had, the fortune of having a friend who was HIV positive and so he told me about his viral
count and having to manage his medications and...health... that’swhere| got a lot of my infor-
mation...”

Information use “... how can | tell one person or teach a person of how to protect themselves when I’ m not

doing it myself? So it put me on my Ps and Qs...more about safer sex...”

“...before | joined that [HIV prevention program], | didn’t count oral sex as sex, | didn’t
use...condoms...”

: : demographics. Furthermore, our data offer insight into how
Discussion community matters: Y MSM who are more involved in the gay
Results of thisstudy support our central premisethat HIV/AIDS ~ eommunity acquire more HIV/AIDS information, see that
information interaction and gay community involvement are Information as more relevant, and have more knowledgegble,
related among YMSM. Gay community involvement was a close network members with whom they may discuss that

significant predictor of all HlI-related variablesincluded inthe  information. Each of these factors appear to contribute to
study: social costs, community relevance, network expertise HIV/AIDS information use. People who are more involved in

access, incidental information acquisition, information seeking, (e 98y community also perceive fewer social costsin relation
and information use. The overall model aso predicted a © looking for HIV/AIDS—elated information, which correlates
non-trivial, although modest, amount of the variance in With more access to knowledgeable people in one's network.
information acquisition frequency (9-14%) and informationuse  Qualitative findings also suggest that community involvement
(28%). Moreover, community-related variables aloneexplained  May berelated to enacting pro-social community valuesthrough

17% of the variance in information use. Community-related  Information sharing. In tum, information sharing may be
variables were aso stronger predictors of HIl  than associated with each of the other HII variablesincluded in the
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model. Overall Internet use and online HIV/AIDS—~elated
information seeking were also correlated with gay community
involvement, and Internet sites for MSM were the most used
online information sources. However, some aspects of therole
of technologies in the community-HIl relationships are
ambiguous, since some technology uses were related to
community involvement, one social use was negatively related,
and some social uses had no relationship at all.

Our findings suggest that HIV/AIDS-related HI I and associated
technology uses are community-embedded processes, yet the
majority of HIV/AIDS-related informaticsinterventionsto date
attempt to influence individual-level constructs, such as
knowledge, attitudes, and self-efficacy [58]. Results suggest
that this approach, while valuable, may be insufficient because
it does not account for the social contexts of information
acquisition and use. Thus, existing interventions may not be
positioned to account for differential reception of interventions
within communities, and unplanned uses and effects. Indeed,
our related work shows that when they are available within
high-prevalence communities, technol ogies may beincorporated
into HIV/AIDS-related communi cation processes in surprising
ways [59]. Moreover, clinically oriented health informatics
research documents the unplanned consequences of health
information technology deployed in clinical settings (eg,
[60,61]). Attention to the community-embedded nature of
HIV/AIDS information and technologies may help us to more
effectively conceptualize, design, and deploy informatics
interventionsthat respond to the unique needs and characteristics
of different groups. Additionally, by focusing primarily on
individuals, informatics interventions miss the potential for
community-level intervention and effects. They also do not
consider the potential importance of pro-social information
sharing and the potential for promoting information sharing
through social media, texting, and other technol ogies. However,
the community informatics field has shown the potential for
technologies to be used to develop local social networks and
facilitate collective action [62-65]. Given that offline activism
and volunteering may be effective community-based HIV/AIDS
prevention strategies [66], our research suggests that we may
benefit from considering how informaticsinterventions can also
be designed as community-level interventions and vice versa.

Our model is strengthened by inclusion of theoretical mediators
that help explain the effect of community involvement on
information acquisition and use. Therefore, we offer the first
guantitative assessment of important conceptsthat have emerged
from qualitative field work in information science, such as social
costs of information seeking and collective relevance (eg,
[2,67]). Moreover, this is one of the first studies to highlight
information sharing as a potentially important form of
community-embedded HIl. Such confirmation and extension
help answer calls for increased insight into information
production, acquisition, and use in everyday life [1,4,68].
Moreover, this model suggests potential bases for
community-level interventions. For example, the model’'s
mediators suggest that gay community involvement provides
two resources that may be critical for the use of acquired
HIV/AIDSinformation: 1) valuing of that information through
abelief that it is relevant to one’s group, and 2) supportive and
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knowledgeabl e network memberswith whom one can talk about
HIV/AIDS. This finding opens previously unrealized
possibilitiesfor both public health and informaticsinterventions,
such as potentially providing community-based services that
help MSM understand the relevance of HIV/AIDS information
and support them in discussing HIV/AIDS information with
knowledgeable people whom they trust. Our research aso
suggests, as we have argued elsewhere, that stigma-reduction
interventions may improve accessto HIV/AIDS informationin
communities [3]. We also highlight the fact that interventions
that engage at-risk groupsin preventing HIV/AIDS among their
members (eg, [69]) may have under-acknowledged
consequences for information sharing in a variety of forms. In
these senses, we advocate broadening the public health field's
conception of community-level HIV/AIDS interventions to
highlight information interaction as afocus for intervention, as
well as a desired outcome of our efforts. In an era of reduced
funding, current and future mediators included in this model
may prove to be especialy valuable outcome measures for
community-level interventions within the context of public
health practice.

Our findings raise questions about the potential role of
information interaction in observed relationships between gay
community involvement and HIV risk behavior. MSM who are
more involved in the community have more sexua partners
[34], particularly if they frequent gay bars/clubs [70]. Greater
attendance at gay bars/clubs is also correlated with more high
risk sexual behavior [14,70,71], partly due to its association
with number of sexual partners [70] and exposure to alcohol
and other drugs [35]. However, involvement in other gay
community activities, such as sports teams, gay organizations,
ASOs, and political activism may be protective [25,66,72,73].
An Australian study showed that HIV testing among M SM was
associated with having more gay friends[74]. One study and a
theoretical model suggest that such protective effects may be
linked to the effect of community involvement on safer sex
self-efficacy [66,70]. Researchers also posit that a protective
effect for ASO involvement may be linked to positive peer
norms regarding condom use, more positive self-identity, and
lower levels of aienation [66]. Despite these observed
correlations, we know little about potential mechanisms that
may underlie such community involvement-risk behavior
associations [70]. Our results therefore generate a novel,
infformation-based  hypothesis a  the  community
involvement-HIV risk nexus. The next step in investigating
potential associations is to establish a connection between
community-embedded information interactions and risk
behavior. While such a connection largely remains to be
demonstrated, promising study results reported el sewhere show
that information acquisition and use are significant predictors
of MSMS' intentions to seek HIV testing [75]. Our qualitative
results al so suggest apotential association between information
sharing and use of information to make sexual health-related
decisions. Further research within larger samples is needed to
rigorously assess these potential associations.

While our research focuses on YMSM and gay community
involvement, our findings may have relevance for other illnesses
and community contexts, since prior research in other contexts
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has shown that communities may vary widely with regard to
media and community organization involvement in health
communication [76]. Furthermore, there is varied health
knowledge in different communities [77-79]. Geographic
communities experiencing health disparities may also have a
higher prevalence of ambient, negative health messages [80]
and have fewer exposuresto positive health promotion messages
[81]. One study also revealed that one’s participation in health
communication activitiesin one’'slocal community islinked to
understanding how to prevent illnesses prevalent in that
community [82]. Although suggestive, further research is needed
to determine whether the relationships included in our
HIV/AIDS-related model hold in such varied health and
community contexts and with what effects.

The overall finding that YMSM with greater involvement in
the gay community used the Internet more resonates with
research conducted in the general adult American population.
Internet communi cation facilitates maintenance of awide range
of geographically dispersed relationships [83] that seamlessly
shift between different communication media. The popularity
of texting to communicate with participants close network
members is also in concordance with this prior research [83].
However, results showing that those who spend more time
chatting with other MSM online were less involved in the gay
community were unexpected. Specific typesof online activities
may have an impact on friendship formation and feeling a part
of the community. On the other hand, given that our measure
of gay community involvement included time spent at meetings
and organizations, there may be a simple time tradeoff at play,
with people who spend a great deal of time chatting online
having less time to devote to such organizational involvements.
Nevertheless, this could mean that different technologically
mediated strategiesfor community building among M SM would
differ in effectiveness. Such possibilities merit further
investigation.

Limitations
Although the purpose of the study was to identify whether and
how much community involvement predicted

human-information acquisition, the overal magnitude of
prediction for information seeking and incidental acquisition

were relatively low (R? =9% and 15%, respectively). Although
better for information use (28%), the magnitude remains modest.
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Following a tradition of research in information science (eg,
[84]), further variables concerning the user’s situation may offer
additional explanatory power. Furthermore, one may argue that
YMSM may have had multiple community affiliations and that
these &ffiliations could have confounded relationships at the
gay community-HIl nexus. However, participants were given
the opportunity to name the community to which they most
belonged, with the majority (65.8%) specifying the
Gay/Queer/LGBT community and a minority (15.5%)
identifying alternative communities—each of which lacked the
historical and present burden of HIVV/AIDSthat isfound in the
Gay/Queer/LGBT community. Therefore, we do not expect that
aternative community affiliations would be an important
predictor of HIV/AIDS-related HII in our sample. Dueto limited
power based on the small sample size (n=194) and the
pre-selection of variables, model fit statistics should be
interpreted with caution. Finally, further research is needed
through offline survey modes with men of all agesand in other
geographical areas to assess the generalizability of this study’s
findings to the larger MSM community and to assess the
potential place of information sharing in a refined model.
Furthermore, the model currently focuses specifically on the
caseof MSM and HIV/AIDS; applicahility to other communities
and diseases awaits verification.

Conclusion

This research showed that, in a web-based sample of young
MSM, gay community involvement was a significant predictor
of a series of HIV/AIDS—elated information interaction and
technology use variables. Moreover, our model demonstrated
that greater information use was predicted by social costs of
information seeking, perceived community relevance, and
network expertise accessibility. We also highlight the potential
importance of a new variable, information sharing, at the
community-HII nexus. Our findings suggested partial support
for our hypothesis that Y MSM who were more involved in the
gay community would make heavier use of technologies to
socialize with others. Together, these findings suggest that
HIV/AIDS information interaction and technology use should
be conceptualized as community-embedded processes as well
asindividual ones. Such recognition highlightsthe potential for
novel, community-level health informaticsinterventions, while
allowing us to perceive informational dynamics underlying
community life that we did not see before.
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Abstract

Background: Personal health records (PHRS) are an important tool for empowering patients and stimulating health action. To
date, the volitional adoption of publicly available PHRs by consumers has been low. This may be partly due to patient concerns
about issues such as data security, accuracy of the clinical information stored in the PHR, and challenges with keeping the
information updated. One potential solution to mitigate concerns about security, accuracy, and updating of information that may
accel erate technology adoption isthe provision of PHRs by employerswhere the PHR is pre-popul ated with patients' health data.
Increasingly, employers and payers are offering this technology to employees as a mechanism for greater patient engagement in
health and well-being.

Objective: Little is known about the antecedents of PHR acceptance in the context of an employer sponsored PHR system.
Using social cognitivetheory asalens, wetheorized and empirically tested how individual factors (patient activation and provider
satisfaction) and two environment factors (technology and organization) influence patient intentions to use a PHR among early
adopters of the technology. In technology factors, we studied tool empowerment potential and value of tool functionality. In
organization factors, we focused on communication tactics deployed by the organization during PHR rollout.

Methods: We conducted cross-sectional analysis of field data collected during the first 3 months post go-live of the deployment
of a PHR with secure messaging implemented by the Air Force Medical Service at Elmendorf Air Force Base in Alaska in
December 2010. A questionnaire with validated measures was designed and completed by 283 participants. The research model
was estimated using moderated multiple regression.

Results:  Provider satisfaction, interactions between environmental factors (communication tactics and value of the tool
functionality), and interactions between patient activation and tool empowerment potential were significantly (P<.05) associated
with behavioral intentionsto use the PHR tool. The independent variables collectively explained 42% of the variance in behaviora
intentions.

Conclusions: The study demonstrated that individual and environmental factors influence intentions to use the PHR. Patients
who were more satisfied with their provider had higher use intentions. For patients who perceived the health care process
management support features of the tool to be of significant value, communication tactics served to increase their use intentions.
Finally, patients who believed the tool to be empowering demonstrated higher intentions to use, which were further enhanced for
highly activated patients. The findings highlight the importance of communication tactics and technology characteristics and
have implications for the management of PHR implementations.

(J Med Internet Res 2013;15(2):e43) doi:10.2196/jmir.2243
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Introduction

Background

Patient-centered care is a core component of the Institute of
Medicine'squality aimsand of the Affordable Care Act of 2011.
Palicy initiativesfor health care transformation envision ahealth
care system that is patient-centric [1], where the patient is a
focal and engaged player in managing hisher health and health
care. A critical element of this vision is patient empowerment
with tools and technologies that support health information
management, exchange, and use [2-4]. Personal health records
(PHRs) are an important class of health information management
tools that enable patients to store, retrieve, and manage their
personal health information and ultimately, to stimulate health
action [5]. However, while approximately 70 million peoplein
the United States have access to some type of PHR [6] and
despite the value potential of PHRs for engaging consumers as
active participantsin their health and well-being, the volitional
uptake of PHRs has been dow. Although adoption rates of PHRs
are not widely reported in the literature, studies [6] noted that
the adoption of PHRs by patients is generally modest. A
consumer survey conducted in 2011 revealed that broad-based
consumer adoption of PHRs is not occurring, with only 7% of
consumers reporting they had ever used a PHR. Google's
announcement that it plans to close its health records service
[7] in 2012 further underscoresthe limited diffusion of consumer
controlled PHRs, a phenomenon not restricted to the United
States alone [8].

An alternative to the consumer controlled PHR is one offered
by employers as a service to their employees[9]. This mode of
PHR delivery addresses one of the critical concerns voiced by
consumers in regard to PHRs they adopt on their own, which
is, entering and updating persona health information.
Additionally, the employer may bein abetter position than third
partiesto alleviate employee's concerns about security, another
significant impediment to PHR use [10,11]. However, within
the context of such employer-sponsored PHRs, thereislimited
research examining various aspects of PHR deployment and
acceptance, and many unanswered questions remain [12,13].

The aim of this paper was to understand the factors that
influence individuals' intentions to use a PHR provided by the
employer. Our specific focus was on understanding what
influences the behavior of early adopters of PHRs, so that PHR
adoption can be accelerated. We report findings from the
deployment of a PHR implemented by the Air Force Medical

http://www.jmir.org/2013/2/e43/

Service (AFMS) at Elmendorf Air Force Base in Alaska in
December 2010. The PHR tool supported entry and management
of health information directly by patients, integrates with the
patients clinical records, offered access to a wide range of
educational materials, and supported secure patient-provider
messaging (SM).

Studies of consumer health information technol ogy acceptance
have limited their focus to patient demographics and health
variables or general perceptions of the technology (eg, ease of
use and usefulness) [14-18]. While these studies provide
valuableinsight into theindividual technology adoption process,
thereislimited understanding of factorsdriving PHR acceptance
in employer-sponsored contexts, especially those factors
associated with the deploying organization. Further, thereis a
paucity of work examining how usage intentions are formed in
theinitial stage after the adoption decision has been made. We
addressed these gaps in knowledge by developing and testing
amode that wastheoretically grounded and incorporated factors
uniquely relevant to the deployment context. The socid
cognitivetheory (SCT) [19] provided the theoretical foundation
for the research model. Factors studied included perceptions of
the technology, communication tactics deployed by the
employer, and individual characteristics of patient activation
and satisfaction with their provider. Findings from a detailed
survey of 283 early adopters provided insight into patients who
weremorelikely to use the PHR and the actions an organization
could proactively take to influence usage intentions.

Theoretical Foundation and Research Hypotheses

SCT describesindividual behavior as mutually dependent upon
contextual or environmental factors, and individual factors that
reflect the individua’s prior history, skills, and innate
propensities. SCT is arobust theory that has been successfully
applied to explain phenomenaacross various domainsincluding
behavior towards information technology [20], organizational
behavior, training and education, and the psychology underlying
individual choices[19,21-25].

The PHR acceptance model is depicted in Figure 1. Drawing
on SCT, we hypothesized that individual and environmental
factors, specifically, technology and organization, will interact
to influence acceptance of the tool. We measured individual
acceptance of the PHR by self-reported behaviora intention to
use the tool—a widely used dependent variable in technology
acceptance research [18,26-29] with strong predictive power
for actual use behavior [29-31].
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Figure 1. PHR acceptance model.
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SCT assertsthat anindividual’s background, expectations, traits,
and skills influence their decisions and behavior [19]. Factors
especialy salient in the context of PHR adoption are patients
satisfaction with their health care provider [32-35] and the extent
to which patients believe they arein control of their own health
care (ie, patient activation) [36-38]. With regard to the
patient-provider relationship, the effect of apositive relationship
on adherence to recommended treatment regimens is well
documented [ 32-34]. Studies have generally been conducted in
the context of chronic disease conditions where frequent
interactions with the provider were required and sustained effort
was needed of the patient to manage hisher disease (eg, HIV
or diabetes) [32-34]. Collectively, this prior work demonstrated
that stronger patient-provider relationships could increase
positive health-related intentions and behaviors.

Research on technology acceptance and use and the
patient-provider relationship has shown the effect of technology
use on various aspects of the relationship and not the reverse
[39-41]. One exception was observed in a qualitative study of
patient focus groups conducted by Zickmund et a [35]. Their
findings indicated that interest in using a patient portal was
negatively associated with satisfaction with the patient-provider
relationship. However, they attributed the limitations of their
work to a small sample size, selection bias, and the focus on a

http://www.jmir.org/2013/2/e43/
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single disease (diabetes), and called for more studies on the
association between the patient-provider relationship and the
use of technology that facilitates health information availability
and communication with providers. Drawing upon the stronger
evidence in support of a positive association between the
patient-provider relationship and positive health action in the
more widely studied treatment regimen contexts, and to the
degree that a PHR facilitates greater attention to health-related
issues, we hypothesized that a positive patient-provider
relationship would amplify intentions to use the PHR.

Hypothesis 1. Satisfaction with the health care provider is
positively associated with intentions to use the PHR tool.

Studies have shown that patientswho demonstrated higher levels
of knowledge, skill, and confidence in their ability to
self-manage their health (ie, they are “activated”) exhibited
healthier behaviors including reading about drug interactions,
exercising, and eating right [36]. Highly activated patientswith
chronic conditions were more likely to adhere to prescribed
medications, use self-management services (including the use
of educational websites), and follow suggested self-management
behaviors [36-38]. Patient activation is akin to self-efficacy,
which is a central construct in the person component of SCT.
Both patient activation and self-efficacy refer to anindividua’s
perception of their ability to accomplish a particular task, in
this case, health self-management. Based on prior findings, we
expect that patientswith higher levels of activation will be more
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likely to accept a technology designed to provide them with
accessto their health information and facilitate interactions with
their providers. However, we expect patient activation to
moderate one of the environmental factors of interest in this
study, therefore we do not hypothesize a main effect of patient
activation on behavioral intentions.

Environment Factors

According to SCT, perceptions concerning the environment,
including available technologies and mass media
communications, can promote or inhibit relevant behaviors. In
the context of this study, PHRs represent a mechanism through
which anindividual can gain accessto their medical record and
securely message their provider. We examined 2 factors
associated with perceptions of the tool. First, we studied the
influence of perceptions about the value of specific functions
provided by the tool on use intentions. Second, we examined
the influence of a more affective perceptual measure, which
captured patients' beliefs about how the use of the tool might
empower them, on behavioral intentions. We also investigated
theinfluence of communication tactics, an organizational factor,
on useintentions.

Technology Factors

The basic form of PHRs typically store medical information
and allow users to access, add to, or modify this information
[42]. The functionality present in the system implemented by
the AFMS at Elmendorf incorporated additional capability to
access educational material and securely message providers.
Patients who believe that information availability and a new
way to communicate with providers affordsthem greater control
over their health care situation, may be more motivated to accept
the technology. This effect will be stronger for patientswho are
already highly knowledgeable about their health status and
confident in their ability to self-managetheir health. High levels
of activation combined with abelief that the PHR tool will result
in further empowerment through the increased access to
information, enhanced control, and better organization should
amplify usage intentions.

Hypothesis 2: Patient activation will enhance the positive
association between tool empower ment potential and intentions
to use the PHR tool.

PHR toolsin general can incorporate awide range of functions
that support different tasks and activities, each of which has
distinctive instrumental value for patients [42]. For example,
the PHR tool examined in this study alowed the patient to
access medical information from any Web-enabled computer
anytime, track lab results, record immunizations, receive
health-specific reminders, and securely message the provider.
Research has shown that the perception of tool valueisastrong
driver of technology acceptance[29]. Therefore, we expect that
patients who find the PHR functionality useful will be more
likely to accept the technology. However, we hypothesize that
the relationship between PHR functionality and behavioral
intentions is moderated by the communications the patient
receives from the organization about the PHR. Therefore, we
focused on the interactive effect of these factors.

http://www.jmir.org/2013/2/e43/

Agarwal et a

Organizational Factor

Animportant aspect of the environment that influences behavior
isthe information received through mass communication [43].
SCT is grounded in the notion that most external stimuli
influence behavior through cognitive processes that determine
which external eventswill be attended to, retained, and deemed
important. Communication tactics reflect the extent to which
an individual hears about the PHR through different channels
such as email messages, posters, recorded phone messages, or
providers. Organizations often design marketing messages to
rai se avareness of the benefits of the system to increase adoption
of thetechnol ogy. Patientswho reported being exposed to more
of these messages should be more aware of the benefits of the
system. When this awareness of benefits is combined with the
perception that the PHR functionality is of value, higher
intentions to use the PHR should resullt.

Hypothesis 3: Communication tacticswill enhance the positive
association between perceptions of the technol ogy featuresand
intentions to use the PHR tool.

Methods

Data Collection Site

To test the research hypotheses, we collected data during the
first 3 months post go-live of the deployment of the PHR with
secure messaging tool implemented at Elmendorf Air Force
Base in Alaska in December 2010. Approximately 26,000
individuals over the age of 18 were enrolled for receipt of health
care at the Elmendorf military treatment facility (M TF) provided
by a medical group staff of approximately 150. Initia goals
associated with the PHR project included improving the quality
of health care patients received, increasing staff productivity,
decreasing staff workload, and enabling patients to have more
control over their own health information. The tool was named
“MiCare’ to signa to patientsthat it would afford them greater
control over their care.

Procedure

Severa weeksin advance of system go-live, patient registration
cards were provided to the MTF. To register, patients visited
the MTF and showed their military 1D to the registration staff
located at enrollment desksin thelobby. Oncetheir information
was entered into the system, the system automatically generated
an email with a link to complete the registration process.
Registered users data was extracted from existing Air Force
medical databases to populate the PHR. Periodic updates kept
the data current and consistent with the clinical “database of
record”. Once the registration process was completed, the user
could access the PHR tool from any Web-enabled computer (a
screenshot of the Hometab is provided in Multimedia A ppendix
1).

After initial registration, users received an email requesting
their participation in an electronic survey to measure baseline
expectations about the system and other individual
characteristics. If the user chose not to participate in the survey
at the initial request by selecting the “not now” option, 2
reminder emails were sent, one week apart. If the user agreed
to complete the survey, the system assigned a unique identifier
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to the respondent to de-identify them for study purposes while
also facilitating the matching of survey responseswith existing
datafrom military databases. We obtained patient demographics
and health condition variablesfrom existing Air Force databases
to serve as control variables.

M easur ements

We used multi-item scales for al variables, relying on prior
research for scales wherever possible. Because the data
collection occurred prior to hands-on use of thetool, itemswere
worded to reflect the respondent’s expectations about the use
of the system (eg, for each of the features of the tool listed
below, pleaseindicate how useful you believeit will befor your
personal health information management), formed on the basis
of information they received about the tool. Drawing upon prior
work in technology acceptance and use [44-45], the survey
included a validated 3-item measure for future use intentions
to measure the degree to which the patient planned to utilize
the tool in the future, scored on a 7-point Likert scale, with
anchors of “strongly disagree” (1), “neutral” (4), and “ strongly
agree” (7).

To gain a more granular understanding of the types of
functionality that would be most valuablefor patients, the survey
included alist of 17 PHR features (eg, link to information about
potential drug interactions, store and manage medical images,
record and manage health care expenses) that respondents scored
on a 1-7 Likert Scale anchored with “not at al useful” (1),
“neutral” (4), and “very useful” (7). These featureswere selected
based on the specific requirements that had been identified
during the extensive requirements analysis performed by the
research team and the software contractor who developed the
PHR system for the Air Force. Requirements analysisincluded
interviews with 20 patients and 3 patient focus groups. For tool
empowerment potential, we developed a 5-item scal e that tapped
into the patients' beliefs about whether the use of the tool would
make the individual feel more empowered, more in control,
more informed, better prepared, and more organized.

Basdline patient activation (the knowledge, skill, and confidence
for self-management) was assessed using the 13-item patient
activation scale from Hibbard et al [37] that has been validated
across anumber of studies. Respondentsindicated their overall
satisfaction with their provider using 3 items scored on a 7-point
Likert scale. To evaluate the effectiveness and reach of the
different communication tactics, we asked respondents how
much they had heard about the PHR pilot through 9 different
communication channels, including posters, website, base
newspaper articles, and recorded phone messages.

Because computer skills have been previously linked to PHR
adoption behavior [46], for control purposes, we asked
respondents to rate their computer skills. Additional controls
from the military databases included gender, age, sponsor pay
grade, and the total number of chronic disease diagnoses such
as asthma, hypertension, diabetes, etc, to serve as a proxy for
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genera health. Finally, the survey contained an open-ended
question asking users to provide any other comments or
feedback they had.

Prior to conducting the full study, we did extensive pre-testing
of the survey instrument to ensure that the scales were valid
and reliable, and that respondentsinterpreted each question the
way it was intended. The final survey contained a total of 81
items, together with 1 open-ended response. We performed
cognitive testing with 6 subjects who completed the survey
while 2 researchers were present, and provide feedback on the
format and wording of the questions. This was followed by a
field pre-test where we solicited patientsin amilitary treatment
facility that was different from the main study site. We obtained
responses from 38 patients. Analysis of the pre-test data
supported the validity and reliability of the measurement scales.
We also confirmed that the survey could be completed by the
respondent in less than 10 minutes.

Results

Descriptive Statistics of the Sample

The adoption tragjectory of the system over the first 3 months
post go-liveis shown in Figure 2. Over thistime period, of the
approximately 26,000 adult patients invited to register, 1801
completed the registration, yielding an adoption rate of 7%. We
received 283 responses to the email survey requests, which
represent a 16% response rate. Of the survey respondents, 64%
(181/283) were female. Over haf of the respondents rate their
computer skills as quite extensive or very extensive.

Table 1 summarizes demographic information for: (1) the
Elmendorf population, (2) the early adopters of the PHR, and
(3) our survey sample. The survey sample was significantly
older, higher paid, more sick, and morelikely to befemale than
the Elmendorf population. The survey sample was also older,
higher paid, more sick, and more likely to be active duty than
early adopters who chose not to complete the survey. These
differences were consistent with findings from other studies
which examined usage patterns of secure messaging and found
usage to be higher for women, individuals with higher levels
of education, and increased morbidities [47,48]. Education
information was not available from the Air Force databases,
but income was often correlated with education [49]. Since
registration for the PHR was done at the M TF upon presentation
of amilitary ID, it ispossiblethat individual s seeking treatment
for an illness or older patients who required more clinic visits
tended to enroll more than others simply because they visited
the clinic. More dependents enrolled for the PHR, yet more
active duty personnel responded to the survey requests. This
may reflect agreater sense of duty or responsibility to participate
in the research on the part of the active duty personnel. A
comparison of mean scores on summated scal es between early
versus late responders to the survey revealed no significant
differences[50].
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Table 1. Demographic profile of early adopters.
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Variable Elmendorf Population (1) PHR Early Adopters(2)  Survey Respondents
N=26,096 N=1518 ®
N=283
Demographics
Gender, (Mae=1, Female=0) 0.46 0.37, (12 0.36, (1)
Age, years 40.0 32.1, (1)@ 472, (1%(2?
Sponsor pay grade, numeric scale 1-9 5.48 5.40, (1) 5.69, (1)2(2)
Number of dependents, sum 0.72 0.63 0.60
Dependents vs active duty, (Dependent = 1, activeduty =0)  0.52 0.64, (1)2 055, (2)
Medical Condition
Average total chronic diseases, sum 0.39 0.49, (1)2 063, (1)2(2)

*Thisvariableis significantly different from the same variable in columns (1) or (2), aslabeled in the heading.

Figure 2. Baseline patient enroliment.

2000

1800

1600
1400

1200

1000
800

©00

400

200
0

12/6/2010
12/10/2010
12/14/2010
12/16/2010
12/20/2010
12/22/2010
12/27/2010
12/30/2010

1/4/2011
1/7/2011
1/10/2011

Data Analysis

Wefirst performed factor analysisto confirm the psychometric
properties of the measurement scales. Principal components
factor analysis of the 17 items used to assess the importance of
various features of the PHR tool yielded a two-factor solution.
The first factor consisted of 9 items related to the tool’s
capability to store and track patient historical information, and
therefore, welabeled it the “record keeping” feature of thetool.
The second factor consisted of 8 items related to the tool’s
potential to providethe patient “ health care process management
support” (eg, exchanging information between providers,
reminders about appointments). All constructs and the
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corresponding items used for the statistical analysis are
presented in Multimedia Appendix 2.

The patient activation items loaded on 2 factors that represent
different stages of patient activation [36,37]. The first 7 items
loaded together to form afactor representing a patient’s belief
about their rolein self-health management and their confidence
and knowledge in their own ability to take action
(PA-knowledge/beliefs). The last 6 items loaded on the second
factor that captures a patient’'s actual actions and ability to
maintain appropriate self-health activity when under stress
(PA-actions/maintenance). In addition, the 9 communication
tactics deployed loaded on 2 factors. The first factor included
7 communi cation mechanisms that were impersonal in nature,
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(eg, posters, emails) while the second included 2 personal
communication mechanisms (ie, registration desks,
providers/staff). Table 2 showsthereliability (Cronbach apha),
means, and SDs for the variables and correlations between the
constructs. Summated scales for all research constructs were
used in the statistical analysis.

We estimated the research model using moderated multiple
regression in SPSS. Intention to use was regressed on al the
independent variables shown in Figure 1. We first entered the
control variables into the regression, followed by the main
effects. To model the hypothesized moderating relationships,

Agarwal et a

we included 6 additional variables representing the product of
PA-knowledge/beliefs and Perceived Tool Empowerment
Potential, PA-actions/maintenance and Perceived Tool
Empowerment Potential, Impersonal Communication Tactics
with the 2 factors for Perceived Value of Tool Functionality,
and Personal Communication Tactics with the 2 factors for
Perceived Value of Tool Functionality. The regression equation
included control variables for gender, age, sponsor pay grade,
computer skill level, dependent status, and general health. A
confidence level of 95% was utilized for the purposes of
hypothesis testing. We used a listwise deletion procedure for
missing data.

Table 2. Descriptive statistics: reliability, means, SDs, and correlations (N=283).

Construct Reliability Mean 1 2 3 4 5 6 7 8 9
(# of items) (SD)
Intentions .91(3) 5.98 1
(1.15)
PA-knowledge/ beliefs .90(7) 6.40 A8+ * 1
(0.71)
PA-actions/ maintenance .89(6) 5.62 31x* 58** 1
(1.11)
Provider satisfaction .96(3) 6.05 A4+ B50** A0x* 1
(1.26)
Tool empowerment potential  .95(5) 5.97 B7%* A8** 29%* A0r* 1
(1.06)
Record keeping functions .94(9) 6.26 S51** A1x* 31x* 34x* 53 1
(1.12)
Health care processmanage-  .95(8) 6.29 B57** AL** .26%* .35%* .64** 84** 1
ment support functions (1.07)
Communicationtactics(imper- .83(7) 2.10 -.03 -.01 .16* -.05 .10 -.01 .04 1
sonal) (1.08)
Communication tactics (per- .72(2) 3.03 .16* .07 .10 .07 24%* A1 16* 37 1
sonal) (1.29)
* P<.05
** P<.01

Figure 3 summarizes the results of the regression analysis and
depicts the significant predictors of use intentions for the PHR
tool. Provider satisfaction was significantly associated with
intentions to use. PA-actions/maintenance positively influenced
the relationship between tool empowerment potential and
intentions to use the tool, while PA-knowledge/beliefs did not.
Intentions to use the tool were highest for patients indicating
high levels of competence in managing their own health
(PA-actions/maintenance) who al so believed thetool waslikely
to make them feel empowered. PA-actions/maintenance had
little effect on intentions for patients who did not believe the
tool would make them feel empowered.

Both personal and impersonal communication tacticsinteracted
with perceived value of the health care process management
support features of thetool to increase use intentions. Intentions
to use were highest for patients who perceived the health care
process management support feature to be very useful and who
also heard a lot about the tool through either personal or

http://www.jmir.org/2013/2/e43/

impersonal communication channels. Contrary to what was
hypothesized, communication tactics that were more personal
in nature had a negative interactive effect on the relationship
between value of the record keeping function of the PHR and
intentions to use. Hearing alot about the tool through personal
communicationstended to decrease apatient’sintentionsto use
the tool when their perceptions of the usefulness of the record
keeping functions of the tool were high. If the patient's
perceptions of the usefulness of the record keeping functions
of the tool were low, hearing a lot about the tool through
personal communication tactics had no influence on intentions.

Interaction effects for personal communication tactics and
perceived value of the PHR tool on use intentions are depicted
in Figure 4. Impersonal forms of communication had no
influence on the rel ationship between the perceived usefulness
of the record keeping functions of the PHR and intentions to
use.
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In summary, hypothesis 1, predicting a significant relationship
between satisfaction with health care provider and intentions
to use the PHR tool, was supported. The results also partially
support hypothesis 2, which proposed a significant positive
interaction between the perceived value of the PHR tool and
patient activation in their effects on intentions to use (the
interaction was significant for PA-actions/maintenance but not

Figure 3. Results of model estimation.

Agarwal et a

for PA-knowledge/beliefs). Finally, we found partial support
for hypothesis 3, which proposed that communication tactics
conditioned the effects of perceived value of record keeping
and health care management process support functions on
intentions to use. Collectively the hypothesized predictors
explained 42% of the variance in behavioral intentions to use
the PHR tool.
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Figure 4. Interactions between perceived value of tool functionality and personal communication tactics.
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Discussion

Principal Findingsand Implications

In this study, we used SCT as the basis for building and testing
amodel to predict patient acceptance of a PHR tool sponsored
by the employer. Our findings supported amutual and reciprocal
relationship among the individual and environmental
determinants of behavioral intentionsto usethe PHR. Wefound
evidence that patients who were more satisfied with their
providerswere more likely to accept the PHR tool. In addition,
perceptions of the 2 factors present in the environment, the
technology, and organizational communication tactics, interacted
to influence behaviora intentions. Finally, patient activation,
reflecting the extent to which individualsfelt confident in health

http://www.jmir.org/2013/2/e43/

XSL-FO

RenderX

self-management, interacted with perceptions of thetool’s ability
to empower the individual, atechnology environmental factor.

It is widely known that a strong patient/provider relationship
can result in better patient outcomes[28-30], yet littleisknown
about the effects of this relationship on consumer hedth IT
acceptance. This study demonstrated that the reach of a strong
connection extends to patient acceptance of new technologies
as well. Although there has been limited studies to date, there
are indications that operational and productivity gains may be
realized with patient use of systems such asthe one studied here
[51-53]. More benefit can be gained by al members of the
patient-provider system if providers can encourage patients to
usethe PHR systems more rapidly and extensively by fostering
stronger relationships with them.
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We found that use intentions were significantly affected by the
perceived value of the various features offered in the PHR, but
this relationship was contingent on the communication tactics
deployed by the employer. For patients who did not perceive
PHR functionality as valuable, communication efforts had no
significant influence on intentions. However, for patients who
perceived the health care process management support features
of the tool to be of significant value, communication efforts
served to increase their intentions to use the tool. Thiswastrue
for both impersonal and persona forms of communication.
Intriguingly, for patients who perceived the record keeping
functionsto be particularly important, personal communication

Textbox 1. Key Phr Capabilities and Benefits Used in Marketing Materials.

Agarwal et a

had a negative influence on intentions to use the PHR while
impersonal change management efforts had no influence on the
relationship.

One possible explanation for the findings related to the
communication tactics and the two types of functionality and
intentionsis in the specific capabilities and benefits stressed in
the materials used by the implementation team throughout the
project, that is, the content of the communication. Textbox 1
depicts these themes, the majority of which relate to exchanges
between the health care system and the patient (what we label
as health care process management support functions) and less
about the patient’s personal record-keeping functions.

MiCare allows you to take command of your health care:
«  request your next appointment

o request medication renewals

« receiveyour test and lab results

« maintain a PHR to manage your health

« avoid unnecessary office visits and telephone calls
«  reguest acopy of your immunization record

« accessalargelibrary of patient education materials

. communicate online with your health care team about non-urgent symptoms

Because the content of communication materials focused on
health care process management support functions, it may be
that the record-keeping functionality available within the tool
was inadvertently downplayed. Perhaps, in personal exchanges
with providers and staff or at registration desks (ie, personal
communication), the emphasis may have been even more on
the health care process management functions. As a result,
patients may have walked away from these interactions with
the impression that record keeping functions were minimally
provided in the tool or not at all provided. For patients who
perceive functionality to be very useful, if they were given the
impression it was not availablein the tool during these personal
communications, it would likely lower their intentions to use
it. An important implication of this finding is that
communications from providers, staff, and other volunteers
working at information/registration desks must convey balanced
messages about the functionality of the toal.

We also found evidence of a positive interaction between the
tool’s empowerment potential and patient activation on
intentionsto usethe PHR. Patientswho indicated the tool would
make them feel more organized and in control of their health
information demonstrated higher intentions to use, which was
enhanced for highly activated patients. Thus, patientswho were
beginning to take actions to manage their own health and felt
confident they could maintain these activities going forward
were more likely to use the tool when they believed it would
further enhance their capabilities to self-manage their health
condition.

http://www.jmir.org/2013/2/e43/

Limitations

Our study has some limitations that also represent useful
opportunities for future work. First, we examined overall
provider satisfaction. Future research could investigate patient
satisfaction with their provider at a more granular level (eg,
competence, thoroughness, respectful attitude, active listening
sKills, responsiveness to questions) to determine if specific
dimensions of provider satisfaction influence technology
acceptance [54]. Second, we examined intentions and not actual
behavior. However, a robust body of evidence demonstrated
that intentions predict behavior [29-31], thereby mitigating this
concern. Future work should attempt to measure actual use of
the PHR. Third, the sample only included those who registered
for the system, that is, the early adopters. While the sampling
procedure allowed us to determine whether the hypothesized
factors explain variance in behavioral intentions for this
population, surveying those who did not register for the system
would provide useful insight into factors driving non-adoption.
Although the hypothesized model explains substantial variance
in intentions to use, a related opportunity for future work isto
extend the model to include additional organizational factors
such as management support and training that have been shown
in prior work to predict use intentions [24]. Fourth, a survey
response rate of 16% (283/1801) resulted in a sample that was
large enough to test the proposed research model. However,
results must be interpreted keeping the possibility of response
bias in mind. Demographics of the survey respondents are
consistent with other work that has examined the usage of other
health information technologies by patients. Fifth, although we
had adetailed list of all communication tactics employed during
the rollout, we studied the content of communication at a
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high-level, focusing only on the themes used in the
communication material. Future research could conduct more
detailed qualitative analyses of how employees respond to
different communication channels and content, and the quality
of the channelsto better understand what type of messages are
more likely to promote greater use intentions. Finally, with
respect to generalizability of findings, the hypothesized
relationships are derived from a strong evidence base of theory
and prior empirical work. Thus, although the study needsto be
replicated across different types of organizations before broader
generalizations can be made, we expect the findings to extend
to contextsthat are similar in that the employer is providing the
PHR as a service to the employee and usage of the system is
volitional rather than mandated.

Conclusions

Despite significant policy interest in promoting patient
empowerment and the use of consumer health I T and mounting
evidence suggesting that PHR use can reduce medical errors
[55] and improve the patient-provider relationship [56] among
other positive outcomes, the adoption and use of PHRs by
consumers has been disturbingly slow [12]. Success of PHR
technology may well liein sponsorship by an organization such
as an employer, insurer, or provider. This study is among the
first to provide insight into factors that an organization could
leverage to increase acceptance of a sponsored PHR.

Our study reinforces findings in other areas of health, which
stress the importance of an involved patient. Just as it is less
realistic to expect a hypertensive patient to consistently test
blood pressure levels at home, exercise to lose weight, and
follow other health-management behaviors in the absence of
understanding about the health condition or alack of confidence
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in his’her capability of self-management [37], itislessrealistic
to expect asimilar patient to accept and consistently useaPHR.
Hibbard et a [38] found that patient activation could be changed
and that improvement in activation levels resulted in improved
self-management behaviors. Providerswho were ableto improve
patient activation levels may deliver more effective and efficient
care [38]. PHR acceptance may improve to the same extent as
providers are willing to motivate and increase the levels of
patient activation through a variety of different interventions
(eg, seminars, disease managers, counseling). Further
underscoring theimportance of the provider’srolein the process
is the finding suggesting the positive effect of a satisfactory
patient-provider relationship in PHR acceptance. Finaly, we
demonstrated that it is not sufficient for potential adopters to
find PHR functionality useful, as the main effect of perceived
usefulness was not significant in predicting useintentions. High
intentions to use the PHR were created by a combination of
patients perceived usefulness and the communication tactics
used during system rollout. This suggests that communication
from the employer on the capabilities and benefits of the system
sends a powerful advocating message to the individuals that,
when combined with their own perceptions of the value of the
system, translates into high intentions to use the system. The
health care process management support function of the PHR
represents a two-way street between the patient and provider
(eg, scheduling appointments, exchanging messages). It is not
surprising that the patient needs to perceive that the other party
in the exchange believes in the benefits of the system as well.
Communication tactics help reinforce this message.
Organizations planning a PHR implementation should carefully
craft a communication strategy suited to their organization’'s
needsto improvethelikelihood of ahigh adoption rate, resulting
in the highest return on their investment in the technol ogy.

Multimedia Appendix 1
PHR/SM home tab.

[JPG File, 101KB - jmir_v15i2e43 appl.jpg]

Multimedia Appendix 2
Measures used in study.
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Abstract

Background: Medical blogs have emerged as new media, extending to a wider range of medical audiences, including health
professionals and patients to share health-related information. However, extraction of quality health-related information from
medical blogs is challenging primarily because these blogs lack systematic methods to organize their posts. Medical blogs can
be categorized according to their author into (1) physician-written blogs, (2) nurse-written blogs, and (3) patient-written blogs.
This study focuses on how to organize physician-written blog posts that discuss disease-related issues and how to extract quality
information from these posts.

Objective: The goal of this study was to create and implement a prototype for a Web-based system, called ICDTag, based on
a hybrid taxonomy—folksonomy approach that follows a combination of a taxonomy classification schemes and user-generated
tags to organize physician-written blog posts and extract information from these posts.

Methods: First, the design specifications for the Web-based system were identified. This system included two modules: (1) a
blogging modul e that was implemented as one or more blogs, and (2) an aggregator modul e that aggregated posts from different
blogs into an aggregator website. We then developed a prototype for this system in which the blogging module included two
blogs, the cardiology blog and the gastroenterology blog. To analyze the usage patterns of the prototype, we conducted an
experiment with data provided by cardiologists and gastroenterol ogists. Next, we conducted two eval uation types: (1) an evaluation
of the ICDTag blog, in which the browsing functionalities of the blogging modul e were evaluated from the end-user’s perspective
using an online questionnaire, and (2) an evaluation of information quality, in which the quality of the content on the aggregator
website was assessed from the perspective of medical experts using an emailed questionnaire.

Results. Participants of this experiment included 23 cardiologists and 24 gastroenterol ogists. Positive evaluations on the main
functions and the organization of information on the ICDTag blogs were given by 18 of the participants viaan online questionnaire.
These results supported our hypothesis that the use of ataxonomy-folksonomy structure has significant potential to improve the
organization of information in physician-written blogs. The quality of the content on the aggregator website was assessed by 3
cardiology experts and 3 gastroenterology experts viaan email questionnaire. The results of this questionnaire demonstrated that
the experts considered the aggregated tags and categories semantically related to the posts' content.

Conclusions: This study demonstrated that applying the hybrid taxonomy—folksonomy approach to physician-written blogs
that discuss disease-related issues has valuable potential to make these blogs a more organized and systematic medium and
supports the extraction of quality information from their posts. Thus, it isworthwhile to develop more mature systems that make
use of the hybrid approach to organize postsin physician-written blogs.
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Introduction

Background

Web 2.0 allowsuserstointeract and collaborate with each other
inasocial mediadiaogue[1]. Examplesof Web 2.0 applications
include socia networking sites, blogs, wikis, video sharing sites,
mashups, and folksonomies [1]. Web 2.0 applications are
increasingly used by themedical community to create, consume,
and share health information online[2]. Eysenbach [3] identified
three main user groups of Web 2.0 applicationsin health care:
patients, health professionals, and biomedical
researchers. Research studies have highlighted the potential of
Web 2.0to fulfill part of eHealth’s promiseto improve medicine
and promote health care[4]. Research has a so emphasi zed that
Web 2.0 applications offer powerful means of sharing health
information [5], which could create novel methods for seeking
information to aid clinical decisions[6].

Blogs, podcasts, and wikis are among the common Web 2.0
toolsthat are being actively explored for their use in the health
care context [7]. Blogs are emerging asavaluabletool to support
the medical field and have been reported to have the ability to
affect learning experiencesfor students, clinicians, and patients
and to motivate collaboration in digital realms[8]. Blogs with
primary topics related to medicine or health care are termed
medical blogs [9]. Medica blogs constitute an important part
of the public medium of medicine [10] because they offer novel
channels that reach a wider range of medical audiences [10]
and provide new avenues for medical bloggers to disseminate
health-related information [11]. Medical blogs are categorized
according to their author into blogs that are written by health
professionals or patients [12]. Blogs written by health
professionals can be classified into two main types,
physician-written and nurse-written [13]. Patients use blogsto
share their own health and disease experiences [13]; some
examplesincludethe My Breast Cancer blog and DiabetesMine
blog. In contrast, health professionals use blogs to share their
practical knowledge and skills [13]. Examples of such blogs
include CasesBlog, and Kevin MD.

Blogging has become rapidly more common in the health care
community [14]. Concurrently, health consumers are generating
asignificant amount of content through blogs [2]. Thus, health
consumers and health professionals can infer new medical
knowledge from the large amount of information found on
medical blogs. However, the extraction of quality health-related
information or medical termsfrom medical postsischallenging
primarily because medical blogs do not feature clear standards
that support content retrieval based on medical terminologies.
To achieve better retrieval results, medical blogs require more
systematic methods to organize posts [15]. One of the widely
used methods to organize blog postsisthe addition of metadata
by the creator or viewer. Such metadata can be added in two
different ways [16,17]: (1) associating free keywords, and (2)
using predefined categories.

http://www.jmir.org/2013/2/e4l/

Associating Free Keywords

Tagging has become a very popular technology in the
blogosphere [18]. Tags are keywords attached to blog posts to
help describe the post content [ 18]. Userstag posts by describing
themintheform of freely chosen text labels[19]. Medical blogs
that offer tagging functionality allow usersto providefreeform
words that describe the post’s content to ease future retrieval
of the post. For example, if a user writes a post about a new
treatment for leukemia, he can add tags related to it such as
blood cancer, surgery, and chemotherapy. During the creation
of apost, tags are normally written in atext box.

When many users providetagsfor shared resources, thetagging
activities are termed collaborative tagging [20]. The main
tangible product of collaborativetagging isasocia classification
system called “folksonomy”, whichisaconflation of the worlds
“folk” and “taxonomy” [21]. Folksonomies represent
non-hierarchical groups of terms that describe and organize
Web resources for future retrieval, discovery, or sharing
purposes[22]. Folksonomies offer great features, including their
low cost, ease of use, and the reflection of users’ vocabulary
[23]. In addition, collaborative tagging systems can rapidly
produce useful folksonomiesfor online medical resources[24].
However, folksonomies lack semantic precision [25] and are
not sufficient for information search and retrieval [16] because
tagging activities are based on a free annotation style that does
not include any vocabulary control [23].

Using Predefined Categories

Users must choose among different categoriesto select the one
that best defines the content of their posts. Generally, these
categories are chosen from a taxonomy, which is a set of
controlled vocabulary terms. Taxonomies are limited
hierarchical structures[17] that represent coherent and complete
systems of meaningful labels that systematically organize a
given domain [25]. Medical blogs that use taxonomic
classification of posts allow usersto assign a particular post to
a specific category. Categories can be chosen from a fixed list
defined by the blog creator. For example, the WebMD blog
offers categories such as “Allergies, “Asthma’, and “Herpes’
to categorize related posts. However, the creation and the
maintenance of taxonomies are expensive and time-consuming
[26]. Furthermore, content navigation support using taxonomies
isoften constrained because taxonomies are defined by domain
experts; therefore, taxonomies do not reflect the user vocabulary

[27.

Applying either one of the two aforementioned metadata
addition approaches to describe blog posts has limitations.
However, by combining both methods, a hybrid
taxonomy-folksonomy approach is obtained by which
hierarchical taxonomy terms can be combined with
user-generated tags to enrich the meanings of these tags [25].
This hybrid approach might improve both the organization of
and navigation for the blog posts, which leads to better content
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discovery and retrieval results[25,27]. In the context of medical
blogs, this hybrid approach is a very promising method for
improving the tagging activities and facilitating the production
and extraction of quality information from medical posts.
However, standard models and mechanisms should be defined
to explore how this hybrid approach could be applied to medical
blogs.

We proposed a prototype for a Web-based system, called
ICDTag, which alowed physicians to organize posts using a
hybrid taxonomy-folksonomy approach. By using this approach,
physicians could categorize posts according to a fixed set of
medical categories (which represents taxonomy) or tag posts
with freely chosen words (which represents afolksonomy). The
system also supported the extraction of information from
medical posts. As described earlier, there are various types of
medical blogs. However, the ICDTag system was particularly
designed for physician-written blogs. Physician-written blogs
can be written by single or multiple authors. Some of these
blogs arerelated to medical topics and othersto social interests
of physicians. This study focused on physician-written blogs
discussing medical issues where different posts were written
by multiple physician authors. Physician-written blogs were
selected because they were better suited to generating and
extracting medical information for three reasons. First,
physicians are a major component of the medical blogging
community [10]. Second, physicians are actively using blogs
with professional content [10]. Third, physician-written blogs
that discuss medical issues, including diseases, trials regarding
particular treatments, or other professional experiences[13] are
more likely to provide medical-related information.

Physicians can categorize their posts using categories from the
Content Model for the 11" version of International Classification

http://www.jmir.org/2013/2/e4l/
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of Diseases (ICD-11) (see Figure 1, a technical report on the
Content Model for the ICD-11 revision [28]). These categories
are stored in ICDTag database. The Content Model of ICD-11
was chosen as acategorization schemefor the following reasons:

1. ICDisapublicglobal standard that organizesand classifies
information about diseases and related health problems
[29].

2. |CD-11 is scheduled to be released in the year 2015 [30],
and it is currently being revised by the World Health
Organization (WHO). This revision requires a Web-based
process powered by collaboration and social features [31]
with thousands of medica experts contributing to,
evaluating, and reviewing the evolving content online [32].

3. Therevision processof ICD-11 can utilize physician-written
blogs as organized online sources that can yield thousands
of medical-related concepts generated by health
professionals.

The categories of ICD-11 Content Model could only be used
to code disease-related content such astype of disease, clinical
descriptions, signsand symptoms, and treatments. Other content
that was not related to diseases such as procedures and
experiments were not covered by these categories. Thus, the
ICDTag system was meant only for blog posts that discuss
disease-related content and users of ICDTag should be aware
that they should only write disease-related posts.

By achieving its objectives, the ICDTag system introduced a
systematic model that made physician-written blogs a more
standardized, organized, and systematic medium. The ICDTag
system supported the extraction of quality information from
their posts, which made these blogs a more valuable source of
online health information for health consumers.
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Figure 1. The categories of the ICD-11 Content Model.
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Methods

1. Design a Web-based system of ICDTag.
2. Implement a Web-based prototype that meets the design

Study Design
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specifications.
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. . . 3. Run an experiment to analyze the usage patterns for the
We implemented 4 main steps to conduct this study: Web-based prototype.
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4. Evaluate the Web-based prototype.

The following subsections give an overview of the ICDTag
system and describeits design aspects. Then, theimplementation
and functionality of the prototype are described. Finaly, the
evaluation of the ICDTag prototype is discussed.

Overview of ICDTag

ICDTag is a Web-based system in which users perform a
combination of hierarchica classification and collaborative
tagging to organize and annotate physician-written blog posts.
The classification was based on the ICD-11 categorieslisted in
the ICD-11 Content Model, which are shown in Figure 1. The
|CD-11 categorieswere considered metadatathat could be added
to user-generated tags to achieve a better organization of posts.
The tagged posts were aggregated in Extensible Markup
Language (XML) format to facilitate exporting data to other

Batch et d

applications. To achieve its goal, ICDTag operated in 2 main
phases:

1 The ICDTag first used a hybrid taxonomy-folksonomy
approach to classify and annotate blog posts as follows
based on professional taxonomy (each post must be
categorized by itscreator into one category from the |ICD-11
categories), and folksonomy (tags were collaboratively
added by users asfreetext to describe posts). Because each
post was already categorized with an ICD-11 term, thetags
for a given post would be classified under the specified
ICD-11 category (see Figure 2).

2. After the taxonomy-folksonomy classification phase,
| CDTag aggregated the information for poststhat have been
tagged a sufficient number of times and represented it as
XML files.

Figure 2. Theintegration of folksonomy tags and the categories of ICD-11 Content Model.

ICD-11 category

ICD-11 category

\

—|— ICD-11 category ICD-11 category \\
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tag tag
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tags in subject-

The Taxonomy-Folksonomy Approach

The hybrid taxonomy-folksonomy approach of ICDTag alowed
users to assign ICD-11 categories to blog posts when cresting
the posts. Afterwards, users could collaboratively tag posts
using free-text words or phrases. Consequently, each blog post
will have two attributes, a category (which belonged to a
professional taxonomy) and a set of tags added by users (which
represented a folksonomy), as shown in Figure 2. The category
attribute described the semantic value of the post because
categories represented meaningful medical terms from the
ICD-11 Content Model, whereas the set of tags represented the
social value because tags were added by users in an online
community (ie, amedical blog).

ICDTag Modules

The main contribution that ICDTag provided was to combine
the benefits of taxonomies and folksonomies applied to
physician-written blogs to improve the blogs' organization and
content retrieval. The system architecture was based on 2
modules:

1. Blogging module: this module was implemented as one or
more group blogs (ie, blogsin which posts were written by
more than one author) that interacted with users and posts
in two different modes, the uploading mode and the

http://www.jmir.org/2013/2/e4l/

driven taxonomy

browsing mode. In uploading mode, users had the option
to create posts. When uploading a new post, the creator
must provide a title and an ICD-11 category for the post.
In browsing mode, the users could either browse the
available posts and tag them, or search for posts using a
search component.

2. Aggregator module. the aggregator module was
implemented as a server-side component that aggregated
tagged posts from the mounted blogs into an aggregator
website.

User Interaction Patterns

We described the main interactions between the ICDTag system
and its users using a Unified Modeling Language (UML) use
case diagram, which is shown in Figure 3.

Physicianswerethetypical usersof ICDTag. A physician could
access the system from two different perspectives. First, a
physician could authenticate himself and access a blog as a
creator or a viewer to categorize or to tag medica posts,
respectively. Through his categorizing or tagging activity, every
physician contributed to the enrichment of the data collected
by the system. Second, physicians could access the aggregator
website to view the aggregated content without contributing to
its enrichment.
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Figure 3. UML use case diagram for the ICDTag system.
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Development of the ICDTag Prototype

We implemented a Web-based prototype for ICDTag based on
the design specifications. The blogging modulefor the prototype
included two blogs, the cardiology blog and the gastroenterol ogy
blog. Thetwo blogswere accessed by two groups of physicians,
cardiologists, and gastroenterologists. The aggregator website
collected the aggregated posts from both blogs. The following
section discusses the implementation tools for the prototype.

http://www.jmir.org/2013/2/e4l/

Implementation Tools

The ICDTag prototype was implemented using Java Server
Pages (JSP) as a Web application that runs inside the Tomcat
Web container. MySQL was used as a database server. The
handling of blog entries was performed using the user's Web
browser. The aggregator was implemented as a standalone
website that stored the information for the aggregated posts as
XML files. Figure 4 shows the UML deployment diagram for
the ICDTag prototype.
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Figure4. The UML deployment diagram for the ICDTag prototype.

Batch et d

<<device>>

:ApplicationServer
{OS=Linux }

<<device>>
:DBServer
{OS=Linux}

:JSPContainer

<<JDBC>> ICDTag DB

<<database>>

Blogging Module

{vendor=MySQL}

:WebServer

| <<message>> |

Aggregator Module

<<device>>
Terminal

ICDTag
Admin

<<message>>

admin.war

<<deployment spec>>

Medical Blog

<<device>>
Terminal

<<message>>
Aggregator

Website

i

Detailed Functionality of the ICDTag Prototype

In this section, we describe the details of the functions of the
prototype and provide some examples.

Blogging Module

As described above, this module included one or more blogs
with 2 modesfor each blog, uploading and browsing. To access
either of the two modes, users were required to login using a
username and password.

http://www.jmir.org/2013/2/e4l/
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ICDTag.jar

Uploading Mode

Authenticated users of ablog could create posts as text, audio,
or video. Upon creating a new post, the user was asked to
classify the post with a category. The categories were provided
viaadrop-down list that included all of the ICD-11 categories;
the list was retrieved from the ICDTag server, as shown in
Figure5.

Figure 6illustrates an example of the uploading mode prototype
interface where the user had uploaded a stomach image as a
new post, provided atitlefor the post, and selected “1CD concept
title” to categorize the post using the provided ICD categories
list.
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Figure5. The detailed architecture of ICDTag.
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Figure 6. An example of the uploading mode system interface.
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Browsing Mode

Within the browsing mode, authenticated users of a blog have
the option to view or search for posts of that blog using 2
hyperlinks, “View Posts’ or “ Search Posts”.

The* View Posts’ Hyperlink

Users could view posts created by others and tag them (see
Figure 7); these posts were aready categorized with ICD-11
categories.

When typing a tag, the user was given auto-completion
suggestions from a pre-existing set of tags provided by other
users for the same post. Users also have the choice to assign
new tagsthat did not already exist. A tag could beasingleword
or a phrase. However, if the tag consisted of more than one

http://www.jmir.org/2013/2/e41/
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word, each word of the phrase was considered a standal one tag.
Figure 8 illustrates an example of the browsing mode prototype
interface where the user was tagging alung image with theword
“swollen”.

A good number of tags to add to each post in ablog were 5-15
tags [33]. The browsing mode allowed a total of 10 tagging
activities for each post. After apost had been tagged 10 times,
the 3 most commonly used tags were identified and displayed
below the post, and no additional tagging was allowed for this
post; we refer to such a post as a stable post. The information
for stable posts included the user who created it, the URL, the
category, and the set of most commonly used tags. This
information was sent to the aggregator module of the ICDTag
server. Figure 9 shows an example of a stable post.
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Figure 7. The View Posts mode.
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Food Poisoning
Food borne illness or food poisoning is caused by consuming food contaminated with pathogenic bacteria,
toxins, viruses, prions or parasites. Symptoms begin several hours after ingestion and depending on the agent
involved, can include one or more of the following: nausea, abdominal pain, vomiting, diarrhea, fever, headache
or tiredness. In most cases the body is able to permanently recover after a short period of acute discomfort
and illness. However, food borne illness can result in permanent health problems or even death, especially in
babies, pregnant women, elderly people, sick people and others with weak immune systems. Similarly, people
with liver disease are especially susceptible to infections from Vibrio vulnificus, which can be found in oysters.
Posted by :matani
Category : Signs & symptoms
Add tag
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Figure 8. Tagging a post.
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Figure9. A stable post.
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The“ Search Posts” Hyperlink

The browsing mode included a search component that
accepted search keywordsfrom the user. The component
searched the whol e blog tags against the keywords, and retrieved
all poststhat were tagged by those keywords. Then, it presented

Figure 10. Anexample of atag search.

Batch et d

theresultsin atabular format. Each result included the matching
tag, the Uniform Resource Locator (URL) associated with the
post, and the post’s category. Users could follow the URL to
view the corresponding post’sdata. Figure 10 showsan example
of asearch query and the results.

View Posts | Search Posts

Search Tags

| chronic disease

| Submit | Reset |

Tag URL Category
chronic View ICD Concept Title
disease View ICD Concept Title

Aggregator Module

This module collected the information for stable posts from
different blogsin ICDTag and sent it to the aggregator website,
which was the central point for compiling and displaying this
information. Usersdid not need to login to accessthe aggregator
website. For each stable post within the browsing mode, a
number of items were aggregated: the creator for the post, the
|CD-11 category, the 3 most commonly used tags, and the URL

http://www.jmir.org/2013/2/e4l/
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for the post. The aggregated data were shown in the aggregator
website in reverse chronological order (see Figure 11). Users
could hover over items to view a summary of posts, their
categories, and the most commonly used tags. The frequency
of each tag was shown in parentheses next to thetag. In addition,
the module converted the information for each stable post into
XML format and produced an XML filefor it. The XML files
could be viewed or downloaded by users. Figure 12 illustrates
an example of such an XML file.
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Figure 11. Anexample of the data being shown on the aggregator website.
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Figure12. An XML fragment representing a stable post.
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Evaluation of the ICDTag Prototype

The ICDTag system served two main purposes. First, to achieve
better organization methods for physician-written blog posts
based on a combination of user-defined tags and ICD-11
categories. Second, to aggregate quality information from these
posts.

We conducted an experiment in which some physicians who
were familiar with medical blogswere asked to usethe ICDTag
prototype. The goal of the experiment was to analyze the
dynamics and usage patterns of the prototype. After the
completion of the experiment, we conducted 2 types of
eva uations of the prototype:

1. Evaluation of the ICDTag blog: the main functionalitiesin

the browsing mode of the blogging module were eval uated

http://www.jmir.org/2013/2/e4l/
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from the end-user’s perspective using a quantitative
evaluation (an online questionnaire).

Evaluation of information quality: the quality of content in
the aggregator module was assessed from the perspective
of medical experts using quantitative quality assessment
(an emailed questionnaire).

These two evaluations enabled us to assess the effectiveness of
the prototype in achieving the 2 purposes above.

Experimental Setup

The |CDTag prototype was made available online on December
15, 2011. For the experiment, we involved 2 groups of medical
doctors: (1) 25 cardiologists for the cardiology blog, divided
into 5 creators and 20 viewers, and (2) 25 gastroenterologists
for the gastroenterology blog, divided into 5 creators and 20
viewers.
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The role of the creators was to upload and categorize medical
posts, whereas the role of the viewers was to browse and tag
the uploaded posts.

Toidentify potential users, we accessed different medical blogs,
medical aggregator websites, health-related websites, and
Yellow Pages directories, which listed the contact information
and specializations of medical doctors. Through this process,
we collected the contact information of hundreds of cardiologists
and gastroenterologists. Invitations to use the Web-based
prototype were sent via email to 200 cardiologists and 200
gastroenterol ogists on December 19 and 20, 2011. Theinvitation
email specified that participants must be familiar with medical
blogs that were written in English. The email also guaranteed
confidentiality and informed the participants that the results of
the study would be published in an academicjournal . A reminder
email was sent after two weeks. One month after the first
invitation, the overall response rate was 35 out of 200
cardiologists (17.5%) and 49 out of 200 gastroenterologists
(24.5%). Of the respondents, 31 cardiologists and 47
gastroenterol ogists agreed to participate in the experiment. The
25 physicians from each group who agreed the earliest were
selected. The selected cardiologists included 23 males and 2
females. All of these physicians have postgraduate or higher
education degreein cardiology. The selected gastroenterol ogists
included 16 males and 9 females. All of these physicians have
postgraduate or higher education degree in gastroenterol ogy.
Thefirst 5 selected respondents from each group were assigned
therole of creator, and the remaining sel ected respondents were
assigned the role of viewer.

We sent an email to the 5 creator users from both groups that
contained simple instructions on how to create medical posts
and provided the login information for the uploading mode (ie,
username and password for each creator). Multimedia
Appendix 1 presentsthe ICDTag user manual for creator users.
The users were specifically informed that the content of their
posts should be categorized using the categories of ICD-11
Content Model. A number of email conversations with users
regarding the use of the ICDTag blog were held.

The creators from both groupswere given aperiod of one month
starting on February 6, 2012, to complete their task. Each creator
user was required to sign up and upload 2 posts (in the form of
text, images, or videos) to the corresponding ICDTag blog (ie,
the cardiology blog or the gastroenterology blog). By March 7,
2012, all of the users had logged in as creators, and a total of
10 posts were uploaded to each of the 2 blogs.

Asin collaborative tagging systems, tags were not mandatory
in the ICDTag blogs. However, in this experiment, we required
theviewersto tag postsin order to test the collaborative tagging
functionality of ICDTag blogs.

We sent an email to the 20 viewersin each group on March 9,
2012, that described the functionality of tagging and provided
the login information for the browsing mode (ie, username and
password for each viewer). Multimedia Appendix 2 presents
the ICDTag user manual for viewer users. The viewers were
given a period of one month to log in and tag posts on the
corresponding ICDTag blog. Each viewer wasrequired to assign
at least 2 tags to their chosen posts. At the end of the month,
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the records in the ICDTag database demonstrated that 18 and
19 users had logged on to the cardiology blog and the
gastroenterology blog, respectively. A small number of viewers
did not use the blogs (2 for the cardiology blog and 1 for the
gastroenterology blog) for unknown reasons. However, thisdid
not affect the experiment because aconsiderable number of tags
(61 tags for the cardiology blog and 72 tags for the
gastroenterology blog) were added to posts of both blogs.

Evaluation of the ICDTag Blog

After the completion of the experiment, we performed a
guantitative evaluation. The purpose of this evaluation was to
confirm whether the prototype accomplished its first objective
of achieving better organization methodsfor medical posts. We
implemented an online questionnaire containing 2 parts. The
first part consisted of 8 questions to collect demographic
information for the participants and to identify their level of
expertiseregarding medical blogs. Most of the questionsin this
part were derived from another study examining the blogging
habits of medical bloggers [34]. The questions in the second
part were specifically designed to measure the users’ evaluation
of thelICDTag blogsin 3 areas: (1) ease of navigation, (2) search
functionality, and (3) organization of information. These 3 areas
were sel ected because they reflect the eff ectiveness of the main
functions of a blog. The evaluation for each area consisted of
5 statementsto be rated on a5-point Likert scale, ranging from
“strongly disagree” (1) to “strongly agree” (5). Multimedia
Appendix 3 presents the complete form for the online
guestionnaire. The respondents were selected amongst the
viewer users of the cardiologist and gastroenterologist groups
who participated in our previous experiment; they have already
used the functions included in the ICDTag blogs. On April 10,
2012, we sent another email to the 18 and 19 viewers from the
cardiologist and gastroenterol ogist groups. The email contained
brief information and the URL link for the online questionnaire.
The evaluators were given a due date of April 25, 2012 to fill
in the online questionnaire. By this date, 18 forms were
completed. Descriptive analysis (ie, calculation of the mean and
standard deviation) of the quantitative datawas conducted with
the SPSS 16.0 statistical software.

Evaluation of I nformation Quality

To confirm whether the prototype had accomplished its second
objective of extracting quality information from
physician-written blogs, a quantitative quality assessment was
performed by medical experts on the collected data on the
aggregator website to assess how well the aggregated tags and
ICD-11 categories were semantically related or connected to
the content of the posts. We used the term “rel atedness” to refer
to this evaluation measure.

Because the aggregated posts belonged to two different fields
of medicine, cardiology and gastroenterol ogy, we selected two
groups of medical experts, 3 cardiologists, and 3
gastroenterologists. The chosen experts from the two groups
had at least 10 years experience in the field and were familiar
with the ICD classification system.

The experts from the two groups were contacted viaemail. The
experts were informed that their participation was needed as
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part of scholarly research with the potential for generation of
new and useful knowledge for health informatics and that the
results of thisstudy would be published in an academic journal.

After they had agreed to participate, each expert of the
cardiology group was provided via email with the data for the
5 aggregated cardiology posts and each expert of the
gastroenterology group was provided via email with the data
for the 6 aggregated gastroenterology posts. The provided data
for each post included the post content, the assigned 1CD-11
category, and the 3 most commonly assigned tags. The experts
were asked to fill in an emailed questionnaire form.

The questionnaire form for both groups contained the same 2
questions for each post. One question asked the expert to rate
how well the ICD-11 category related to the post’s content, and
the other question asked the expert to rate how well the tags
related to the post’'s content. Each question was rated on a
5-point Likert scale, ranging from “strongly disagree” (1) to
“strongly agree” (5). The questionnaire formsfor the cardiology
and gastroenterology groups contained a total of 10 and 12
questions, respectively. The experts were given a period of 2
weeks to return the completed questionnaires. After 2 weeks,
all theformswerereceived. Descriptive analysis(ie, calculation
of the mean and SD) of the quantitative data was conducted
with SPSS 16.0 statistical software.

Results

Overview

In the following subsections, we present the dynamics and
patterns of categorization and tagging activities within the
experiment. In addition, we listed the results of the two
evaluations, the evaluation of the ICDTag blog and the
evauation of information quality.

http://www.jmir.org/2013/2/e4l/
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Usage of ICD-11 Categories

Based on the | CDTag specifications, each blog should havetwo
types of users, creators and viewers. In the blogging module,
the creators were required to classify their own medical posts
according to the ICD-11 categories. Each post must be classified
with one ICD-11 category. As described earlier, in our
experiment, 10 posts were created on each of the cardiology
and gastroenterology blogs. Tables 1 and 2 show the distinct
|CD-11 categories used to classify the posts of both blogs.

Tag Usage

At the end of the experiment, 61 tags were generated in the
cardiology blog with an average of 3.39 tags per user. Of these
tags, 42 (69%) were distinct tags and 19 (31%) were repeated
tags. For the gastroenterology blog, 72 tags, including 38 (53%)
distinct tags and 34 (47%) repeated tags, were generated with
an average of 3.79 tags per user. We calculated the distribution
of the tags over ICD-11 categories. Specifically, we counted
how many tags were classified under each of the ICD-11
categories in both blogs. Tables 3 and 4 show the distribution
of tags for the cardiology blog and the gastroenterology blog,
respectively.

A few tags were misspelled by users (2 and 3 misspelled tags
for the cardiology blog and the gastroenterology blog,
respectively). However, none of the misspelled tags were reused
by the other users.

Stable Post Aggregation

After the experiment’s completion, we identified 5 stable posts
from the cardiology blog and 6 stable posts from the
gastroenterology blog. These posts were sent to the aggregator
website. Figure 13 shows a screenshot for the aggregated posts
in our experiment.
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Figure 13. Collected posts on the aggregator website.
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Evaluation of the ICDTag Blog

We analyzed the characteristics of the respondents (see Table
5). Most of the 18 respondents were aged between 30 and 49
(6 females, 33% and 12 males, 67%). Half of the respondents
were from Asia, 5 from North America, 2 from Africa, 1 from
Europe, and 1 from South America. Seven (39%) of the
respondents were cardiologists, and 11 (61%) were
gastroenterologists. All of the respondents have postgraduate
or higher levels of medical education. Fifteen of the respondents
(83%) read medical blogs, and 3 of them (17%) write medical
posts.

The mean score for the users evaluation of the ease of
navigation was 3.94 (79%). The mean score and standard
deviation values for the individual statements are presented in
Table 6. The mean score of users evauations of the search
functionality was 3.68 (73.6%). The mean scores and standard
deviation values for the individual statements are presented in
Table 7. The mean score of users evaluations of the
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organization of information was 3.89 (78%). The mean score
and standard deviation values for the individua statements are
presented in Table 8.

Evaluation of I nformation Quality

The mean score of relatedness of the ICD-11 categories to the
posts content for the aggregated cardiology posts was 3.93
(79%). The mean score and the SD values for the responses of
the experts to each question are shown in Table 9. The mean
score of relatedness of the user tagsto the posts' content for the
5 aggregated cardiology posts was 4.2 (84%). The mean score
and the SD for the experts' responsesto each question are shown
in Table 10.

The mean score of relatedness of the ICD-11 categories to the
posts content for the aggregated gastroenterology posts was
3.94 (79%). The mean score and the SD for the experts
responses to each question are shown in Table 11. The mean
score of relatedness of the user tagsto the posts' content for the
6 aggregated gastroenterology postswas4.17 (84%). The mean
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score and the SD for the experts’ responsesto each question are
shown in Table 12.

Analyses of the Results

In the following subsections, we discuss our experimental data
analyses. We then discuss the results of the two evaluations,
the users’ evaluation of the ICDTag blog and the information
quality evaluation.

Usage of Categories

The ICD-11 Content Model contains a list of categories and
subcategories (see Figure 1). In our experiment, only 4 1CD-11
categories were used to classify the posts in both blogs (see
Tables 1 and 2). This classification pattern can be explained by
the fact that creators preferred to use ICD-11 categories such
as “Sign and Symptoms” rather than subcategories such as
“Mechanisms’ to classify posts.

Usage of Tags

The results indicated that both blogs contained a considerable
amount of distinct and repeated tags. Thisreflects the viewers
behavior with regardsto using new or existing tags and that the
viewers were able to provide new tags or follow other user's
tags. Both types of tags are required in collaborative tagging
systems. While new tags are useful to describe and classify
posts, repeated tags are required for post aggregation. In
addition, the percentage of repeated tagsin both blogsindicated
that most of the users had benefited from the auto-completion

Batch et d

functionality that suggested tags provided by other users.
Additionally, most tags in both blogs were under the “ICD
concept title” category (see Tables 3 and 4). This was logical
because the magjority of postsfrom both blogs already belonged
to this category.

Users' Evaluation of the |CDTag Blog

The percentages of the users’ evaluation of the 3 areas, ease of
navigation, search functionality, and organization of information,
were 79%, 74%, and 78%, respectively. These results indicate
that users have positively evaluated the main functions and the
organization of information in the ICDTag blogs. Theseresults
supported our hypothesisthat the use of ataxonomy-folksonomy
approach in physician-written blogs has significant potential to
improve the browsing and searching functionsfor blog viewers.

Quality of Aggregated I nformation

The mean scores of the relatedness of tags in both blogs (4.2
and 4.17) were higher than the mean scores of the relatedness
of categories (3.93 and 3.94). These results can be explained
by the different natures of tags and categories. Categories were
more general ways to describe resources than tags. However,
the results of the quality assessment suggested that there was
an overall agreement among medical expertsthat the generated
tags and categories were semantically related to the content of
the corresponding posts, which demonstrates that the ICDTag
prototype—from the perspective of medical experts—was able
to produce quality information using its aggregator website.

Table 1. ThelCD-11 categories used to classify posts (for the cardiology blog).

ICD-11 categories used

Number of posts (N=10)

n (%)
ICD concept title 6 (60)
Signs & symptoms 3(30)
Treatment properties 1(10)

Table 2. The|CD-11 categories used to classify posts (for the gastroenterology blog).

ICD-11 categories used

Number of posts (N=10)

n (%)
ICD concept title 6 (60)
Signs & symptoms 2(20)
Treatment properties 1(10)
Body system 1(10)

Table 3. Distribution of tags over ICD-11 categories (for the cardiology blog).

ICD-11 categories used

Number of tags (N=61)

n (%)
ICD concept title 45 (74)
Signs & symptoms 14 (23)
Treatment properties 203
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Table 4. Distribution of tags over ICD-11 categories (for the gastroenterology blog).

ICD-11 categories used Number of tags (N=72)
n (%)

ICD concept title 60 (83)

Signs & Symptoms 6(8)

Treatment Properties 2(3)

Body System 4(6)

Table5. Participant characteristics.

Questionnaire response option Number (N=18)
n (%)
Gender
femae 6(33)
mae 12 (67)
Age
18-29 0(0)
30-49 17(94)
50-64 1(6)
65 0(0)
Area of residence
Africa 2(11)
Antarctica 0(0)
Asia 9 (50)
Australia 0(0)
Europe 1(6)
North America 5(28)
South America 1(6)

Medical specialization

Gastroenterology 11 (61)
Cardiology 7(39
Medical education

Graduate education 0(0)
Postgraduate education 13(72)
Residency 3(17)
Fellowship 1(6)
Board certification 1(6)

Level of expertise using medical blogs

Read medical blogs 1(6)
Read blogs and comment on medical posts 6 (33)
Read blogs and tag medical posts 8 (44)
Write medical posts 3(17)
I have my own medical blog 0(0)
hittp://www.jmir.org/2013/2/e41/ JMed Internet Res 2013 | vol. 15 |iss. 2 [e41 | p.247
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Table 6. Results of the navigation ease evaluation.

Mean (SD) (score 5)

It was easy to browse posts 4.28 (0.46)
It was easy to browse posts by categories 3.94(0.24)
It was easy to browse posts by tags 4.17 (0.38)
It was easy to browse posts via creator 3.72 (0.46)
Clicking on links took me to what | expected 3.61 (0.70)

Table 7. Results of the search functionality evaluation.

Mean (SD) (score 5)

The search interface is clear 3.72 (0.46)
The search interface is understandable 3.78 (0.55)
It is easy to search for posts by keywords 3.89 (0.76)
The search results are precise 3.28 (0.46)
The way the search results are organized is clear 3.72 (0.46)

Table 8. Results of the information organization evaluation.

Mean (SD) (score 5)

The blog provided useful support information (messages and hints) for different tasks 3.89(0.32)
The organization of information on ICDTag blog was clear 4.11(0.32)
The blog provided sufficient descriptive information for posts (eg, title, creator, tags, and date) 3.83(0.51)
Theinformation for each post (eg, title, content, creator, tags, and date) were listed clearly 3.78 (0.55)
The blog was better organized than other medical blogs | have been working with. 3.83(0.71)

Table 9. Relatedness of the ICD-11 categories to the aggregated cardiology posts.

Mean (SD)
Was the assigned |CD-11 category related to the content of post 1? 4.67 (0.58)
Was the assigned ICD-11 category related to the content of post 2? 3.67(0.58)
Was the assigned |CD-11 category related to the content of post 3? 4 (1.00)
Was the assigned |CD-11 category related to the content of post 4? 4.33 (0.58)
Was the assigned |CD-11 category related to the content of post 5? 3(0.00)
Table 10. Relatedness of the most commonly used tags to the aggregated cardiology posts.
Mean (SD)
Were the assigned tags related to the content of post 1? 4.33 (0.58)
Were the assigned tags related to the content of post 2? 4.67 (0.58)
Were the assigned tags related to the content of post 3? 4(1.00)
Were the assigned tags related to the content of post 4? 4 (0.00)
Were the assigned tags related to the content of post 5? 4(1.00)
hittp://www.jmir.org/2013/2/e41/ JMed Internet Res 2013 | vol. 15 | iss. 2 [e41 | p.248
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Table 11. Relatedness of the ICD-11 categories to the aggregated gastroenterology posts.

Mean (SD)
Was the assigned |CD-11 category related to the content of post 1? 3.67 (0.58)
Was the assigned |CD-11 category related to the content of post 2? 3.67(1.15)
Was the assigned |CD-11 category related to the content of post 3? 4 (1.00)
Was the assigned |CD-11 category related to the content of post 4? 4.33 (0.58)
Was the assigned |CD-11 category related to the content of post 5? 4 (0.00)
Was the assigned |CD-11 category related to the content of post 6? 4 (1.00)
Table 12. Relatedness of the most commonly used tags to the aggregated gastroenterology posts.
Mean (SD)
Were the assigned tags related to the content of post 1? 4.33(0.58)
Were the assigned tags related to the content of post 2? 4.33 (0.58)
Were the assigned tags related to the content of post 3? 4 (1.00)
Were the assigned tags related to the content of post 4? 4.33 (0.58)
Were the assigned tags related to the content of post 5? 4 (1.00)
Were the assigned tags related to the content of post 6? 7.67 (0.00)

Discussion

General

In this paper, we introduced ICDTag, a Web-based prototype
system that follows a new approach to systematically organize
and aggregate physician-written blog posts using acombination
of ICD-11 categories and user-generated tags as metadata. The
blogging module allowed physicians accessing |CDTag blogs
to categorize postswith | CD-11 categoriesand to collaboratively
tag posts using their own keywords. Thus, each post had two
attributes, a category (which belonged to the ICD-11 taxonomy)
and a set of tags added by users (which represented a
folksonomy). The aggregator modul e gathered stable posts (ie,
posts that had been tagged a sufficient number of times) from
the ICDTag blogs and displayed them on an aggregator website.

Thedata provided by the physicians during the experiment were
used to analyze the usage patterns of the ICDTag prototype.
Then, we conducted 2 types of evaluations. (1) an evaluation
of the ICDTag blog (quantitative evaluation) to evaluate the
main functions of ICDTag blogs from the perspective of
end-users, and (2) an evaluation of the information quality
(quantitative quality assessment) to evaluate the quality of the
aggregated i nformation from the perspective of medical experts.
The results of the quantitative evaluation demonstrated that
users have positively assessed the browse and search
functionalities and the organization of the ICDTag blogs. In
addition, the assessment of information quality demonstrated
that the aggregated tags and categories were judged to be
semantically related to the posts' content. Therefore, we can
conclude that the ICDTag prototype has met its objective of
making physi cian-written bl ogs a better-organi zed medium that
can produce quality information. By using the hybrid
taxonomy-folksonomy approach, 1ICDTag has the valuable
potential to improve both the structure and quality of content

http://www.jmir.org/2013/2/e4l/

of physician-written blogs. Thus, developing more mature
systems that apply the taxonomy-folksonomy approach to
physician-written blogs or to other types of medical blogs to
make them a more valuable and reliable source of health
information for online medical communitiesisworthwhile. The
hybrid approach can also be explored in other social mediasuch
as medical wikis and medical forums. By using the hybrid
approach, physicians will be able to contribute to social media
by adding their own tags to better organize online medical
resources.

In future work, we could investigate the extent to which the
aggregated tags of ICDTag can represent or produce new
medical terms that can be used by medical community.
However, this requires a larger trial and an analysis of tags on
terminological levels by medical experts.

Comparison of the ICDTag Hybrid Approach with
Others

The ICDTag system applies a hybrid taxonomy-folksonomy
approach to yield better organi zation methods for medical posts.
Therearefour hybrid approachesto taxonomy and folksonomy,
namely, coexistence of taxonomy and folksonomy,
folksonomy-directed taxonomy, taxonomy-directed folksonomy,
and folksonomy hierarchies/ontologies[35]. Our approach falls
under the coexistence category. In this section, we compared
our approach with existing studiesthat discussed the coexistence
approach.

Kiu and Tsui [27] introduced the TaxoFolk algorithm that
integrates folksonomies into taxonomy to enhance knowledge
classification and the navigation of Web resources. Although
the TaxoFolk and ICDTag approaches share the common
concept of using a hybrid taxonomy-folksonomy classification
of resources, the manner in which this classification is produced
differs. Whereas TaxoFolk produces the classification by
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applying data-mining techniques to tags extracted from a
collaborative tagging tool, the ICDTag approach produces the
classification by grouping the most-used tags under ICD-11
categories.

Sommaruga et a [36] introduced the “tagsonomy”, which isa
mechanism to facilitate information retrieval on awebsite using
a hybrid taxonomy-folksonomy approach. The ICDTag and
tagsonomy approaches have similar objectives. However, they
are different in the way the users provide tags. Tags in
tagsonomy are not the result of explicit tagging processes.
Instead, tags in tagsonomy are derived from the users search
keywords, whereas in the ICDTag approach, tags are explicitly
provided by the blog viewers, which makesthe tags better reflect
the users' vocabulary.

Hence, for such hybrid approaches to capture more of the
user-added value, tagging activities must be explicit and
contributed by the users. Thus, our approach is an efficient way
of using a taxonomy-folksonomy structure in medical online
communities.

Batch et d

Limitations

This study used the Content Model of ICD-11 to categorize
posts. The categories of thismodel describe only disease-related
attributes including diseases, signs, symptoms, and abnormal
findings. Other medica attributes such as procedures and
experiments cannot be described using these categories.
Therefore, our results were limited to physician-written blog
posts that discuss disease-related content only.

Another limitation of this study was that the sample of
physicians and medical experts included only two medical
specidties(cardiology and gastroenterology). Although different
specialties require different functions of information systems,
the focus of our system was on categorization and tagging
functions that we believed were similar for any medical
specialty. The categorization functionality was similar because
our prototype used ageneral medical classification scheme (ie,
ICD-11 Content Model) that could be applied to any medical
field. In addition, the concept of tagging online medical
resources should still be the same for different medica
specialties. However, to truly generalize our findings, a larger
trial must be conducted that includes blogs covering different
medical specialties.
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Abstract

Background: The Internet offers diverse opportunities for disease management, through information websites (Health 1.0) and
interactive applications such as peer support forums, online consults, and insight into electronic medical records (Health 2.0).
However, various skillsare required to benefit from Health 1.0 and Health 2.0 applicationsfor one's own health, known aseHealth
literacy.

Objective: To study the eHealth literacy of patients with rheumatic diseases and the types of problems they encounter when
using the Internet in relation to their disease.

Methods: In two studies, patients were asked about their current disease-related Internet use and their eHealth literacy was
observed during performance tests. In study 1, 15 patients (aged 39-74) performed 6 information-retrieval tasks on the Internet
(Hedlth 1.0). In study 2, 16 patients (aged 24-72) performed 3 Heal th 2.0 tasks on a hospital -based online Web portal and 2 Health
2.0 tasks on interactive websites. Participants were asked to think aoud while performing the assignments, and screen activities
were recorded. Types and frequency of problems were identified by 2 independent researchers and coded into categories using
inductive analysis.

Results: Almost al patientsin our studies had searched the Internet for information about rheumatic diseases in the past. Fewer
patients had used Health 2.0 applications, but many were nevertheless enthusiastic about the possibilities from Health 2.0
applications after finishing the assignments. However, nearly all participants experienced difficulties, and a substantial number
of participantswerenot ableto complete dl of the assignments. Encountered problems could be divided into 6 sequential categories:
(1) operating the computer and Internet browser, (2) navigating and orientating on the Web, (3) utilizing search strategies, (4)
evaluating relevance and reliability, (5) adding content to the Web, and (6) protecting and respecting privacy. Most severe
difficulties occurred in levels 3 and 4—in formulating a search query, evaluating the source of the information, and in scanning
awebsite for relevant information.

Conclusions: Many patients have insufficient skills to properly use Health 1.0 and Health 2.0. Formulating proper search
strategies and eval uating the found information caused problems among the magjority of patients. Concerning Health 2.0, use and
awareness of these applications is low and patients should be guided in the use of them. Our findings may contribute to the
awareness of patients' eHealth literacy problems among health professional's, and stress the importance of usability guidelines
in Web design.
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Introduction

Since patients with chronic diseases are encouraged to become
more empowered and to play alarger role in the management
of their own disease, easily accessible health information is
essential [1]. Currently, the Internet is one of the main sources
of health information and research shows that many patients
useit frequently [2,3]. Online access to health informationisa
positive development; studies have shown that people with
chronic diseases who use the Internet have better self-care
practices than those who do not [4,5]. With the improved Web
technology (Web 2.0), the Internet has become more than an
online encyclopedia. Not only can information be received from
the Internet, but people can also add content to the Internet
themselves. Health 2.0 isaterm that isused for theseinteractive
applicationswithin health care[6]. Thisevolution of the Internet
means that patients can communicate together online to share
and find acknowledgement of their disease experiencesthrough
peer support forums [7], social network websites, and health
carerating sites. Furthermore, hospitalsareincreasingly offering
patients Interactive Health Communication Applications, which
are Web-based portal s that enable patients to participate online
in their treatment, by communicating with care providers,
monitoring symptoms using online diaries, and by accessing
their electronic medical records. All these Health 2.0
applications have great potential and could change health care
in a positive way [6,8,9]. Nevertheless, using the Internet in
relation to health requires a certain level of eHealth literacy,
which covers adiverse range of skills[10,11]. Norman defines
eHealth literacy as “the ability to seek, find, understand, and
appraise health information from electronic sources and apply
the knowledge gained to addressing or solving ahealth problem”
[11]. It should be noted, however, that this definition is limited
to skills needed for Health 1.0 applications and that additional
skills are needed for typical Health 2.0 applications [12].

A number of previous studies have shown that using the Internet
to collect information requires skills on severa levels. On a
lower level, operational and navigation skills are essential—the
competence to use a computer and an understanding of the
World Wide Web and its multi-layer structure (including
competenciesto operate I nternet browsers and search engines).
On a higher level, people need skills to find and judge
information, which requires the ability to generate relevant
search queries, choose relevant information from the enormous
amount of search results, and judge the reliability and validity
of theinformation [13,14]. Research on Internet skills of people
has so far focused on the general healthy population [13,15],
and to alarger extent on adolescents and students[16-19]. Skills
of patients with chronic diseases have not been studied yet, so
it is unclear to what extent patients can benefit from the large
amount of onlineinformation that isbeing offered. Additionally,
studies up until now have not taken into account interactive
Health 2.0 applications[12]. Using Health 2.0 applications asks

http://www.jmir.org/2013/2/e27/

for additional skills, such asbeing ableto expressoneself clearly
in online socia interactions, the ability to distinguish
professional from non-professional advice[12], and protecting
one’s privacy and respecting that of otherswhen adding content
to the Internet [6]. Dueto the rapid developments on the Internet
and the shift to Web 2.0 applications, these skills should be
taken into account to measure the complete spectrum of eHealth
literacy. The aim of this study was to gain an in-depth insight
into Health 1.0 and 2.0 literacy skillsof patientswith rheumatic
diseases.

Methods

Study Components

Two performance tests were conducted to investigate the skills
of patientswhen using onlineinformation, communication, and
participation sources with regard to rheumatic diseases. Study
1 was predominantly aimed at information retrieval through
health-related websites and reading along on peer support
forums (Health 1.0), study 2 was aimed at the use of interactive
online applications (Health 2.0). In both studies, a quaitative
design was used to get in-depth insight into patients’ strategies
when using both kinds of applications. Patients were observed
and were asked to think aloud [20] while performing various
online assignments.

Participants

Participants in study 1 were selected from an existing patient
panel, which wasinitiated in cooperation between the University
of Twente and Twente's largest hospital, both located in
Enschede, the Netherlands. Patients who are registered on this
panel (n=146) arewilling to volunteer in rheumatol ogy research.
A convenience sample from this panel was selected, based on
attendance of these panel members at the research meeting
introducing the upcoming study. Panel members that were
present (n=30) were asked to fill out aform with their contact
information if they werewilling to participatein the study. Half
of the panel members (15/30, 50%) filled out theform, and were
subsequently called to explain the process of the study and to
schedul e an appointment. All appointments, except 2, took place
at the university, to ensure that all participants were tested in
the same environment. The 2 patients preferred to beinterviewed
at their home due to the travel distance. In study 2, participants
were selected from the consult database of the rheumatology
clinic of University Medical Centre, Utrecht. Participants who
had a visit scheduled at the outpatient department of the clinic
received an invitation letter by their nurse practitioner. Patients
who were not able to speak Dutch and patients who needed an
intensive infusion treatment during their hospital visit (which
could cause limited mobhility, tiredness, and nausea) were
excluded. In total, 45 letters explaining the purpose and the
process of the study were sent. The researcher called each
recipient afew days after theletterswere received to ask if they
were willing to participate. Of the 45 patients, 17 (38%) gave
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their consent. An appointment for this study was scheduled on
the same day as their existing upcoming appointment in the
hospital. In both studies, patients were asked to sign an informed
consent form at the beginning of the session, which included
information on the recording, anonymity, and confidentiality
of the data, and the possibility to end the session at any moment.
In total, 15 patients participated in study 1 and 16 patients in
study 2. One participant dropped out during study 2 because he
felt uncomfortablein the test setting. After these sessions, data
saturation was reached, meaning that no more new information
of value could be obtained (ho new problems occurred during
the last 3 observations) [21].

Procedure and Materials

The sessions started with a short survey which assessed
demographic information (age, gender, and education), illness
related information (diagnosis and disease duration), and Internet
experience (amount of Internet use, yearsof Internet experience,
self-perceived Internet skills, and usage of hedth-related
applications on the Internet). The survey also contained a
guestionnaire on rheumatic-related physical problems when
using acomputer [22]. When all the items were completed, the
practical component of the session started. In both studies, all
participants used the same hardware, with the same settings.
According to the thinking-aloud method [20], subjects were
explicitly instructed to think aloud as they executed the
assignments, which alowed the interviewer to get a better
understanding of the cognitive processes the participant used
to search and judge the information, and to formulate questions
or messages. |t was emphasized that the assignments were not
to test the quality of participants' Internet skills, but solely to
observe how they used the Internet. The online assignments
wererecorded using Morae Recorder version 3.2.1 (TechSmith,
Okemos, MI, USA), which captured images, sounds, and all
screen activities. A description of al assignmentsis shown in

Textbox 1. Description of Health 1.0 Assignmentsin Study 1.

van der Vaart et al

Textboxes 1 and 2. In study 1, participants could search the
Internet freely during the assignments and skills on severa
levels were needed to complete the assignments (see Textbox
1). Assignment 2 was the only exception in this study, where
all patients were limited to performing the assignment on a
single website (the website of the Dutch rheumatology
association), which served as a reference to test patients
operational skills of the computer and Web browser. In study
2, assignments 1, 2, and 3 had to be performed on a research
account of a hospital-based Web portal, and assignments 4 and
5 on specific interactive websites (see Textbox 2). These
assignments were specifically aimed at measuring Health 2.0
related skills, as patients were asked to add their own content.
The assignments asked for skills in addition to information
retrieval, such as expressing oneself in online social interactions,
distinguishing professional from non-professional advice, and
protecting one's privacy and respecting that of others. The
Health 1.0 assignments contained pilot tests investigating the
relevance of the assignmentsto rheumatol ogy patients, to ensure
that the information-retrieval assignments reflected realistic
scenarios. The Health 2.0 assignments were built based on
results from previous studies [2,23], which highlights
information that patients would find relevant and useful. We
therefore only asked nurse practitioners to help us frame the
scenarios for the Health 2.0 assignments. In both studies, the
order of the assignments was randomized for each participant,
because alearning effect was expected during the assignments.
By randomizing the sequence of the assignments, this effect
would not occur at the same assignments for every patient. At
the end of study 2, participants were asked if they would use
the interactive application in the future, what they would use it
for, and how they would take privacy issues into account, after
each assignment. These interviews were video-recorded with
the Morae Recorder aswell.

1. Formulate adisease-related question you have searched for in the past, and show how you would approach this on the Internet.

2.
result and save that page using the favorites bar.
3.
and mention 4 of them.
4.
patient support forum on how to lessen nausea as a side effect from this medication.
5.
consider when buying adapted shoes.
6.

Open awell-known Dutch rheumatology website [24] and perform the following assignments: find a specific page using the menu structures,
download a PDF file, close the additional window, go one page back, use the search engine to search for “ osteoarthritis’, open the fourth search

You have had sore wrists and hands for a while and you think it might be osteoarthritis. Retrieve the symptoms of osteoarthritis on the Internet

You are using MTX medication for your rheumatic symptoms, but as a side effect you feel nauseated. Retrieve 3 tips from fellow patients on a

You are experiencing sore feet due to your rheumatic symptoms and you want to buy adapted shoes to relieve the pain. Find 4 key issues to

You would like some advice on how to exercise properly in spite of your arthritis. Find a physical therapist in your neighborhood that is familiar
with therapy for rheumatic diseases.

http://www.jmir.org/2013/2/e27/
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Textbox 2. Description of Health 2.0 Assignmentsin Study 2.
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1. Useyour electronic medical record to: (&) find and interpret your latest |ab results and compare them to your previous values, and (b) to interpret

the accompanying treatment plan.

2. Monitor disease symptoms by: (&) filling out a disease diary for one day, and (b) interpret two previous diaries.

3. Usean e-consult (electronic or online consult) application to: (a) find and interpret a closed e-consult, and (b) to write a new e-consult in which
you ask advice on how to bring your medication with you on vacation to Morocco.

4.  Open apeer support forum [25] and: (a) retrieve 2 tips from fellow patients on nausea as a side effect from MTX medication, and (b) add your

own tip on this subject.

5. Open ahealth care rating website [26], find your hospital and: (&) read 2 reviews, and (b) add your own review about the hospital (you do not

have to send it).

Data Analysis

Descriptive analyses of patients socio-demographics, health
characteristics, health-related Internet use, and rheumatic-related
physical problemswhen using acomputer were performed with
SPSS Statistics, version 20.0 (IBM SPSS Inc, Chicago, IL,
USA). Performances on the assignments were analyzed using
Morae Manager version 3.2.1 (TechSmith, Okemos, M1, USA).
Instudy 1, 2 researchersinductively developed a coding scheme
in which al patients actions were independently coded and
categorized into main categories and further into subcategories
[27]. To get an indication of the number of participants that
experienced problemsin each category, we counted the number
of patients that experienced each defined problem in a specific
assignment, and we counted the number of individual
participants that experienced each defined problem in the total
test (see Table 4, last column). The difficulty of the assignments
was then accessed based on the number of participants that
experienced more than one problem in each assignment (see
Table 4, bottom row). Study 2 used the same coding scheme as
study 1 but was expanded to account for Health 2.0 literacy
problems. In both studies, 3 other outcomes per participant were
measured. First, completion of the assignment was registered
as " completed independently”, “completed with help” (when a
hint or intervention from the research leader was needed), or
“not completed”. The research leader only provided assistance
if a patient said he or she was about to give up on the
assignment. If the patient did not say this, but was clearly lost
or frustrated, the research leader asked the patient if he/she
would have quit during a similar search at this point if he/she
were at home. If the answer was yes, the research leader
provided some assistance. Dueto the variation in determination
among patients to finish the assignments independently, the
moment until assistance was offered varied between 1 minute
and 20 minutes. Second, the time needed to perform the
assignment was registered, but only for the participants that
completed the assignment. Finally, the performance was
registered, which was scored as* good”, “reasonable”, or “ poor”,
according to the skills participants used to execute the
assignment. The performance was rated as “good” when both
researchers agreed that the operational skillsand strategic skills
were adequate, “reasonable” if not all skills were shown
convincingly, and “poor” if patients showed severe problems
on al skill levels. The interviews in study 2 were transcribed

http://www.jmir.org/2013/2/e27/

verbatim and coded inductively. Differences in codes and the
distribution among the codes were discussed between the
researchers before and during the study for each patient until
consensus was reached. In case of doubts (which occurredin a
few occasions), athird independent researcher was involved to
come to a conclusion.

Results

Participants

Participants characteristics are shown in Table 1. The majority
of the participants were femal e, and the mean age was 56.4 and
48.6 for study 1 and 2, respectively. Most participants were
diagnosed with rheumatoid arthritis and had the disease for
several years. Table 2 shows participants current,
disease-related Internet use. Most participants used the | nternet
on aregular basis and rated their own Internet skillsas*good”.
The large majority of participants had searched for online
disease-related information (28/31, 90%). Some Health 2.0
applications were used by a substantial group of participants,
such as using hedth care reviews (10/31, 32%), ordering
medications online (10/31, 32%), or sending an e-consult (9/31,
29%). However, fewer participants used other Heath 2.0
applications, such as adding content to a peer support forum
(4/31, 13%) or posting a health care review (1/31, 3%).

Physical Problems When Operating the Computer

Computer-related problems caused by physical impairmentsin
the questionnaire were reported by 7 participants in study 1
(7115, 47%), and 6 participantsin study 2 (6/16, 38%, data not
shown). Problemswererelated to their chair (8/31, 26%, mainly
finding a comfortable chair, or a good position in the chair),
keyboard (8/31, 26%, mainly pressing individual keys, finding
agood position for their hands, and becoming stiff or tired from
typing), the mouse (7/31, 23%, mainly double clicking, finding
agood position for their hand and becoming stiff or tired from
using the mouse), and the monitor (7/31, 23%, mainly finding
a good position and getting tired from looking at the screen).
During the performance of the assignments, 3 participants
mentioned difficulties due to physical impairments (3/31, 10%);
1 participant had to stand up for awhile to stretch her legs and
2 participants mentioned they had trouble typing, 1 due to a
wrist splint.
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Table 1. Participants' socio-demographics and illness related information in the 2 studies.

Characteristic Study 1 (n=15) Study 2 (n=16)
n (%) n (%)
Gender
Male 3(20) 3(19)
Female 12 (80) 13 (81)
Age
Mean (SD) 56.4 (10.5) 486 (14.2)
Range 39-74 24-72
Education
Low 4(26) 4(25)
Middle 2(13) 6 (398)
High 9 (60) 6 (36)
Diagnosis
Rheumatoid Arthritis 10 (67) 12 (75)
Osteoarthritis 3(20) 0(0)
Ankylosing Spondylitis 0(0) 3(19)
Other rheumatic disease 3(20) 1(6)
Unknown 1(7) 0(0)

Yearssince diagnosis

Mean (SD) 13.5(13.1) 9.1(7.4)
Range 3-52 2-25
http://www.jmir.org/2013/2/e27/ JMed Internet Res 2013 | vol. 15 | iss. 2 [e27 | p.257
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Table 2. Genera and disease-related Internet use in the 2 studies.

van der Vaart et al

Study 1 (n=15) Study 2 (n=16)
n (%) n (%)
Amount of Internet usage
(Almost) everyday 11 (73) 14 (88)
Severa days aweek 3(20) 1(6)
About 1 day aweek 1(7) 0(0)
(Almost) never 0(0) 1(6)
Internet experiencein years
>5years 13 (87) 14 (88)
<1lyear 2(13) 2(12)
Self-assessed I nternet skills
Excellent 0(0) 1(6)
Good 6 (40) 6(38)
Average 3(20) 3(19)
Reasonable 6 (40) 4 (25)
Poor 0(0) 2(13)
Number of respondents who have ever online:
searched for information on rheumatic diseases 13(87) 15(94)
read a peer support forum or social mediawebsite 8 (53) 8 (50)
read a health care review 5(33) 531
ordered medications at the pharmacy 4(27) 6 (398)
asked a question to their health care provider 2(13) 7 (44)
monitored disease symptoms 5(33) 0(0)
logged onto their own electronic medical record 2(13) 3(19)
scheduled an appointment with their health care provider 4(27) 0(0)
posted a message on a peer support forum or social media website 1(7) 3(19)
shared persona medical information with others 2(13) 1(6)
joined an online self-management course 1(7) 0(0)
posted a health care review 1(7) 0(0)
Study 1 physiotherapist in the neighborhood), however, were more

Execution of Health 1.0 Assignments and Problems
Encountered

Table 3 showsthat the first 3 information-retrieval assignments
(retrieving information someone had previously searched for,
performing operational assignments, and finding 4 symptoms
of osteoarthritis) went rather well for most participants. The
last 3 assignments (searching for tips from fellow patients,
finding key aspects of adapted shoes, and finding a specialized

http://www.jmir.org/2013/2/e27/

difficult. These assignments could not be completed by almost
half of the participants, many performed poorly in searching
for the right answer and the median times to complete these
assignments were greater than the first 3 tests.

Observed problems among participants when performing the 6
Health 1.0 assignments could be coded into 4 categories (see
Table 4): (1) operating the computer and Internet browser, (2)
navigating and orientating, (3) utilizing search strategies, and
(4) evaluating relevance and reliability of Web content.
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Table 3. Completion, performance, and time needed for completion on the Health 1.0 assignments (n=15).

van der Vaart et al

Assignment 129 obh 3€ 4d 5e 6f
n (%) n (%) n (%) n) n((%) n(%)
Completion
Independently 11(79) 8(57) 12(80) 7(47) 8(53) 8(53)
With help 0(0) 1(7) 0(0) 2(13) 0(0) 0(0)
Not completed 3(21) 5(36) 3(20) 6(40) 7(47) 7(47)
Performance
Good 4(29) 9(64) 7(47) 4(27) 6(40) 5(33)
Reasonable 7 (50) 3(21) 6(40) 4(27) 4(27) 5(3V)
Poor 3(21) 3(21) 2(13) 7(47) 5(33) 5(33)
Duration to complete the assignment (seconds) i
Median 177 192 225 563 311 268
Minimum 60 103 115 274 247 186
Maximum 848 234 488 1095 512 524

Bretrieve previous searched disease information

bperform operational assignments

Csearch for 4 symptoms of osteoarthritis

dsearch for 3 tips from fellow patients on MTX side effects

Cretrieve 4 key aspects when buying adjusted shoes

ffinda physiotherapist specialized in rheumatic diseases in your neighborhood

9A participant had never searched for information on her rheumatic disease (n=14).

PA mistake occurred due to a change in the texts on the particular website that was used. This change in text occurred between the time of the pilot
study and the first official session and was therefore, unfortunately, discovered during the first session. Therefore, the data of participant 1 could not

be used (n=14).
"The times of participants who did not complete the assignment were not included.
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Table 4. Problems and number of participants experiencing those problems in Health 1.0 assignments (n=15).

Assignment 129 Jbhi 3€ 4d e & Total
n (%) n (%) n (%) n (%) n (%) n (%) n (%)

Operating the computer and Internet browser

Operating the keyboard/locating keys 2(14) 1(7) 0(0) 1(7) 1(7) 0(0) 5(33)
Controlling the mouse/clicking the mouse 4(29) 3(21) 2(13) 2(13) 3(20) 1(7) 6 (40)
Using of the URL bar to open a Web address 1(7) 8(57) 0(0) 0(0) 0(0) 0(0) 9 (60)
Losing track of the cursor 0(0) 1(7) 1(7) 2(13) 2(13) 1(7) 6 (40)
Closing the Internet browser 3(21) 1(7) 3(20) 2(13) 3(20) 3(20) 5(33)
Using and closing more windows 0(0) 4(29) 0(0) 2(13) 0(0) 1(7) 6 (40)
Using the scroll bar 1(7) 0(0) 0(0) 0(0) 1(7) 0(0) 2(13)
Participants with > 1 problem per assignment 2(14) 5(36) 2(13) 2(13) 2(13) 1(7) 6 (40)

Navigating and orientating

Using and understanding a PDF file 2(14) 0(0) 0(0) 1(7) 0(0) 0(0) 2(13
Keeping orientation on awebsite 0(0) 1(7) 2(13) 2(13) 2(13) 1(7) 4(27)
Using dropdown lists 1(7) 9(64) 0(0) 0(0) 1(7) 1(7) 9 (60)
Recognizing and using Web links 2(14) 3(21) 2(13) 2(13) 3(20) 2(13) 7 (47)
Using a search engine within awebsite 0(0) 3(21) 0(0) 0(0) 0(0) 0(0) 3(20)
Participants with > 1 problem per assignment 0(0) 3(21) 2(13) 1(7) 3(20) 1(7) 5(33)

Utilizing search strategies

(Too) broad search query 6 (43) n/a 5(33) 12 (80) 6 (40) 9 (60) 15 (100)
(Typing) errorsin search query 4(29) 5(36) 7 (47) 3(20) 3(20) 2(13) 14 (93)
Choosing arelevant search result 5(36) n/a 8(53) 9 (60) 7 (47) 7 (47) 13 (87)
Keeping focus on the needed information 5(36) 0(0) 2(13) 6 (40) 5(33) 7 (47) 11 (73)
Participants with > 1 problem per assignment 8(57) 0(0) 8(53) 12 (80) 5(33) 9 (60) 14 (93)

Evaluating relevance and reliability

Not checking the source of the information 8(57) n/a 14 (93) 14 (93) 13 (87) 12 (80) 14 (93)
Opening only one search result 4(29) n/a 11(73) 13 (87) 7 (47) 7 (47) 15 (100)
Searching in commercia websites 2(14) n/a 2(13) 2(13) 6 (40) 4(27) 11 (73)
Scanning awebsite for relevant information 3(21) 0(0) 5(33) 7 (47) 4(27) 3(20) 12 (80)
Selecting arelevant answer 3(21) n/a 3(20) 4(27) 8(53) 6 (40) 11 (73)
Participants with > 1 problem per assignment 6(43) nla 14 (93) 14 (93) 12 (80) 12 (80) 14 (93)

8retrieve previous searched disease information

bpen‘orm operational assignments

Csearch for 4 symptoms of osteoarthritis

dsearch for 3 tipsfrom fellow patients on MTX side effects

Cretrieve 4 key issues when buying adjusted shoes

ffind a physiotherapist specialized in rheumatic diseases in your neighborhood

9A participant had never searched for information on her rheumatic disease (n=14).

PA mistake occurred due to a change in the texts on the particular website that was used. This change in text occurred between the time of the pilot
study and the first official session and was therefore, unfortunately, discovered during the first session. Therefore, the data of participant 1 could not
be used (n=14).

This assignment was aimed at operational and navigation skills, therefore most strategic skills were not applicable (n/a)

1The number of participants that experienced this particular problem at least once during the complete tests (6 assignments). The numbers in the rows
do not add up, since one patient could experience the same problem during several assignments.

http://www.jmir.org/2013/2/e27/ JMed Internet Res 2013 | vol. 15 | iss. 2 [€27 | p.260
(page number not for citation purposes)

RenderX


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

Operating the Computer and I nternet Browser

Thefirst category of problems concerned operating the computer
and Internet browser. Participants experienced difficultieswhen
using the hardware of the computer, and when using the main
buttons and fields in the Internet browser. Concerning the
hardware of the computer, 5 participants experienced problems
when using the keyboard, mainly to locate keys. Difficulties
operating the mouse were experienced by 6 participants during
one or more assignment, especially keeping control over
movements of the mouse, and double clicking on buttons.
Regarding the use of the Internet browser, 9 participants did
not use the address bar when asked to navigate to a particular
Web address, but they used the search engineto typein the Web
address. One participant asked, “If | type something in Google,
do | havetotype‘.nl’ at the end?’ [Female, 62 years old]. Six
participants lost track of the cursor when they wanted to type
something in afield, which would cause confusion (eg, “Where
am|?’ [Female, 39 yearsold]). The buttonsin the browser that
caused the most problems were the close button, the multiple
tabs, and the scroll bar. Five participants did not know how to
closetheInternet browser during one or more assignments after
an assignment had ended. Two of them continuously clicked
on the ‘back’ button to go back to the beginning of the search.

Is it necessary to do what I’ m doing now? Should |

click thisbutton (“ back” ) until the arrow disappears?

Or can | just close it all at once, without erasing

anything? [Female 62 years old]
Another participant minimized the window instead of closing
it, and one participant tried clicking on the stop button of the
address bar. In assignment 2, where patients were explicitly
asked to open and close a second tab, 4 participants were not
able to fulfill the task. Participants did not seem to understand
that they had 2 separate tabs open, parallel to each other, so they
were not aware that they could close 1 tab, while keeping the
other open. Problems associated with the scroll bar included
lose of control over the scroll function, which caused the text
to speed by. Overall, operational problems were not
assignment-specific and did not occur too often for most
patients; 6 participants experienced problems repeatedly.

Navigating and Orientating

The second category of problems concerned navigating and
keeping orientation in the Internet browser and on websites.
Overal, the multilayer structure of the Internet caused problems,
which was often observed when a PDF file was opened. A few
participants did not understand that a PDF file is not awebsite,
and that aPDF file has adifferent navigation structure, in which
scrolling is much more important and Web links often do not
exist. Furthermore, because websites often combine navigation
structures (such as navigation trails[ie, breadcrumbs], navigation
buttong/tabs, or internal hyperlinks), keeping orientation
sometimes caused difficulties among patients. The different
navigation structures should enable visitorsto retrieve webpages
via different routes. However for 4 participants this caused
disorientation in one or more assignments. These patients did
not noticethat the different navigation structuresled to the same
website and they lost track of their location in the Web page,
or they thought the page was still loading, while they were
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actually already on it. When navigating through a website,
dropdown lists, Web links and search engines were often not
used asintended. Not all participants understood that dropdown
listsfunction asa* hidden” menu, therefore, the mechanism of
the list was problematic for many of them. Particularly in a
double dropdown list, where a dropdown list unfolds into
another dropdown list (which was used in assignment 2), 9
participants experienced difficulties, since they were not able
to click on a button before the list closed again. Seven
participants experienced severa problems with Web links in
one or more assignments, for example not recognizing arelevant
link or clicking on a word that was not a link (eg, “Shouldn’t
there be a little hand here?” [Female, 52 years old]).
Interestingly, a small group of participants generated a large
amount of the problems encountered during navigation and
orientation. These were the same participants that experienced
the most operational problems.

Utilizing Search Strategies

A third category of problems was observed in participants
search strategies. The magjority of these problems occurred in
the first stage of the search where the search query was
formulated. Often participants started searching with only one
guery, which was too broad to complete the assignment. A few
participants did not seem to understand that they could adjust
or expand their query and they blamed the computer for not
being ableto find theright information. A second major problem
in formulating a search query was typing and spelling errors.

When | click on this (search result) | expect to find
the right information. That is what | expect from the
computer. [Female, 63 years old]

At home| would get my dictionary. [Female, 39 years
old]

Not all participants were aware of their mistakes and did not
use the autocorrect function from Google, which led to flawved
search results, or very few search results. A frequent problem
in the second stage of participants’ search strategies occurred
in selecting a website from the list of search results. Many
participants randomly chose one of the first search results on
top of the page. When selecting a search result, they did not
seemto look at the URL or the description of the sitejust below
to get an indication of the content of the website, “| just try the
first one” [Female, 45 yearsold]. Only 1 participantin asingle
assignment looked further than thefirst page with search resullts.
One participant mentioned that, “the most important resultsare
shown on thefirst page anyway” [Male, 62 yearsold], however,
some participants did not seem to realize that the search results
extended after the first page. The last problem in applying a
logical search strategy was the loss of focus on the required
information. Patients became distracted by other information
they found interesting (eg, “Here | read osteoarthritis is
hereditary, my sister recently has sore shoulders as well”
[Female, 74 years old]). Overal, all participants experienced
difficulties in their search strategies at some point. However,
most participants showed a learning curve and altered their
search strategies as the study progressed, while 4 patients did
not seem to be aware of their mistakes and used the same
trial-and-error method in several assignments.
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Evaluating Relevance and Reliability

The last category of observed problems, evaluating relevance
and reliability of Web content, caused the largest number of
problems. Almost none of the participants consciously checked
the source or the topicality of the information. No one verified
the information they found on one website with information
from another website. Participants only opened asecond search
result when they could not find the correct answer in the first
one. However, not all participants seemed to understand that
they could go back to the list of search results to explore a
different website. One woman was searching on a peer support
forum for people suffering from hyperhidrosis (excessive
sweating), instead of a peer support forum for rheumatoid
arthritis, but did not go back to the search results to something
relevant. Eventually she asked the research leader, “Are you
sure theinformation can befound on apatient forum?’ [Female,
39 years old]. Many participants did not seem to be aware of
different sources of information. Only 3 participants made a
remark about the occurrence of sponsored hits at the top and on
theright side of the search results. Furthermore, when searching
on a website, many participants did not scan the website for
relevant information to fulfill the assignment. Participantswould
select buttonswithirrelevant titles and read webpages verbatim
without considering the relevance of the information. In the
peer support forum, this occurred regularly. One participant
selected a random topic on rheumatoid arthritis “keep having
knee pains’ and read all the messages out loud, even though
they were not relevant for the assignment. In fact, she
commented that, “there are so many messages here, and you
need to work through them all. What awaste of time”’ [female,
59 years old]. Many participants did not give different value to
the information provided by different sources, such as a
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commercial company, a peer support forum, or a national
foundation.

Study 2

Execution of Health 2.0 Assignments and Problems
Encountered

In study 2, the majority of the participants completed all
assignments, most of them without help (Table 5). Not all
participants were able to start and complete all assignments,
because they weretired after completing 3 or 4 assignments, or
because they had to leave for their doctors' consult. Ten
participants (10/16, 63%) started all assignments and 9
participants (9/16, 56%) completed all assignments.
Assignments 2 (filling out a diary), 3a (writing an e-consult)
and 5b (posting a health care review) were the most difficult
for participants as these assignments required addition of content
to the Web. The minimum and maximum duration varied widely
between participants within each assignment, which was an
indication of the different skill-levels between participants.
From the interviews, we found that almost all participants had
no experience with the assignments. No one had monitored their
disease symptoms before or posted a health care review. One
patient (1/16, 6%) had previously sent an e-consult, 3 patients
(3/16, 19%) had posted amessage on a peer support forum, and
3 patients (3/16, 19%) had consulted their electronic medical
records before. Nevertheless, after finishing the assignments,
the patients perceived the e-consult and access to the electronic
medical record components especially valuable. Eleven patients
(11/16, 67%) would like to use an e-consult in the future, and
14 patients (14/16, 89%) reported they would open their
electronic medical records at home.
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Table 5. Completion, performance, and time needed on the Health 2.0 assignments (n=16).

Assignment 18 16P 2 2 38 3b' 48 4" 5d 51
n (%) n (%) n (%) n (%) n (%) n (%) n (%) n%) n(%) n (%)
Number of participants 15 15 16 16 15 15 12 10 15 15
who started the assign-
ment, n
Completion
Independently 12(80) 14(93) 10(63) 11(69) 9 (60) 13(87) 10(83) 8(80) 12(80) 10 (67)
With help 3(20) 1(7) 3(19%) 2(13%) 2(13) 1(7) 0(0) 1(10) 1(7) 0(0)
Not completed 0(0) 0(0) 3(19%) 3(19%) 4(27) 1(7) 2(17) 1(10) 2(13) 5 (33)
Performance
Good 11(73) 11(73) 8(50) 11(69) 9 (60) 13(87)  6(50) 7(70) 10(67) 8(53)
Reasonable 1(7) 3(20) 4(25) 0(0) 1(7) 0(0) 4(33) 1(10) 5(33) 4(27)
Poor 3(20) 1(7) 4(25) 5 (31) 5 (33) 2(13) 2(17) 2(20) 0(0) 3(20)
Duration K
Median 151 119 265 66 163 115 270 262 159 226
Minimum 57 24 92 27 71 24 128 156 101 108
Maximum 746 263 782 156 544 723 629 1406 674 672

8use electronic medical records to find and interpret |ab results
Buse electronic medical records to interpret treatment plan
monitor disease symptoms by filling out adiary

monitor disease symptoms interpreting 2 previous diaries
€use e-consult to write a new e-consult

fuse e-consult to read a previous e-consult

Yuse a peer support forum to find 2 tips

huse a peer support forum to add your own tip

'use a health care rating website to read reviews
Juse a health care rating website to post areview.

C
d

Ktime isin seconds and the time of participants who did not fulfill the assignment is not included in this median

Many of the problems encountered in study 2 corresponded to
thosefound in study 1. However, it should be noted that in study
2, the participants were somewhat assisted, asthey were guided
to specific websites. Therefore werestricted the report of results
in study 2 to an overview of the observed additiona problems
in Health 2.0 assignments in category 4 (evaluating relevance
and reliability), category 5 (adding personal content to the Web
in assignments 2a, 3a, 4b, and 5b, see Table 6), and category 6
(protecting and respecting privacy).

Evaluating Relevance and Reliability

A new subcategory in eval uating relevance and reliability, which
was added to the findings of study 1 wasreading and interpreting
the information correctly (not shown in Table). This category
had to be added since information on the specified Web portal
was always reliable, and mostly relevant, but participants still
had to read and interpret the information correctly. Thiswas of
particular concern in assignment 1, in which participants had
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to interpret several lab results and compare them to previous
values. Reading and interpreting the information correctly
caused problems among 7 participants, mostly because they
had difficulties to see which lab results were the most recent,
and because they did not take into account the given information
about reference val ues. Four participants assumed that increased
lab values were dways bad (eg, “ The levels are higher than the
last time, that is bad, right?’ [Femae, 24 years old]), and 3
participants reported that they did not know if the values
worsened or not (eg, “1’mno expert inthis; | have never studied
these things” [Female, 65 years old]). Only 1 participant
reported she would be worried if those were her personal data
and she would call her doctor immediately. The other
participants reported that they probably would have heard it
fromtheir rheumatol ogist if anything waswrong, or they would
ask about it in their next consult, call their care provider, or
send an e-consult.
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Table 6. Health 2.0 problems with adding personal content to the Web, including amount of participants experiencing those problems (n=16).

Assignment 248 3 4p° 50 Total®
n=16 n=15 n=10 n=15 n=16
n (%) n (%) n (%) n (%) n (%)
Number of participants who experienced problems associated with adding personal content to the Web
Using proper fields for adding data 3(19) 6 (40) 5 (50) 3(20) 10 (63)
Using capital letters and punctuation marks 11 (69) 8 (53 4 (40) 2(13 13 (82)
Spelling 5(31) 2(13) 4(40) 2(13) 8 (50)
Using appropriate header and sender information e 7 (47) 6 (60) 0(0) 10 (63)
Formulating a question or message 4 (25) 7 (47) 2(20) 4(27) 10 (63)
Participants with > 1 problem per assignment 6 (38) 10 (67) 3(30) 5(33) 14 (88)

@monitor disease symptoms filling out a diary
buse e-consult to write anew e-consult
Cuse a peer support forum to add your own tip

duse a health care rati ng website to post areview

®The number of participants which experienced this particular problem during the complete test (5 assignments). The numbers in the rows do not add
up because one patient could experience the same problem during several assignments.

fusi ng headers and sender information was not applicable in assignment 2

Adding Personal Content to the Web

Difficulties with adding personal content to the Web existed in
several subcategories and were related to the correct formulation
of the message or question to be placed on the Web (Table 6).
First, there were severa practical issues in adding content to
the Web. Some participants experienced difficulties in using
the proper fields for their information. For example, when
writing an e-consult, 1 participant wrote her question in the
subject field. Other participantsforgot to fill in asubject for the
e-consult, or an addressee to send the e-consult to. As aresullt,
the send button did not become active. Not all participants
understood this, and 3 participants thought that the e-consult
was sent anyway (eg, “Heis sending my message now, right?’
[Female, 24 years old]). Subsequently, there were many minor
problemswith the actual writing of amessage, namely spelling
errors, lack of punctuation, and capita letters. These errors
could influence the readability of the content and how well the
message was understood. Third, severa participants found it
difficult to reflect on whom the reader of their message would
be, and what tone would be appropriate. For example, when
writing an e-consult to their care provider in the personal Web
portal, it would be convenient to use aheader and conclude with
aname, surname, and maybe a patient number. However, when
writing on apeer support forum, messages can be moreinformal
and one might explicitly not conclude the message with aname
(or useanickname) for privacy matters (see next section). Some
participants did not seem to be aware of this difference. Lastly,
and perhaps most importantly, half of the participants showed
problems in the actual formulation of a message or a question.
They were not ableto reflect on what information was necessary
for the reader to understand their message or question. Also,
participants used incomplete sentences in their messages (eg,
“Sometimes have feeling in rheumatology that things are
intertwined, mb too busy” [Female, 35 yearsold]), or asked an
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irrelevant question (eg, “Don’t | need medication because it's
so warm over there?’ [Male, 48 years old]).

Protecting and Respecting Privacy

The last category of observed problems comprised of the
protection of one’s own privacy and respecting that of others.
During the assignments, it was difficult to code how participants
handled their privacy, because the assignments were fictional
and participants did not actually have to save or send their added
content. Very few participants mentioned their privacy during
the assignments, therefore, the findings presented here are based
on what participants mentioned during the assignments and on
the interviews afterwards. Concerning access to electronic
medical records or using e-consult, no one made aremark about
privacy during the assignment or in the interview afterwards.
Apparently, all participants were confident that their data was
secure in the Web portal. Nevertheless, 3 participants would
not monitor their disease symptoms due to privacy issues,
although this assignment was performed on the same Web
portal. Two participants did not like the idea of putting all their
information online for anyone to view and access.

| am an Internet user from a previous generation; |
don’t put down my whole life story online. It might
go wrong and then all my information is out in the
open. [Female, 35 years old]

One participant read the accompanying text when filling out
her diary, and saw that her care providers had access to the
monitored data as well, which discouraged use.

Oh, my care provider isreading along? For methat’s
areason not to useit! [Female, 57 years old)]

With regard to the 2 assignments outside of the Web portal
(using apeer support forum and a health carerating site), more
participants seemed aware of privacy issues. A message was
added to the peer support forum by 1/9 (11%) participants, 4
mentioned only their surname, and 5 participants did not sign
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their message at all. However, in 8 occasions, it was not clear
if this was on purpose or not, because participants did not
explain their choice. Only 1 participant specificaly said that
they did not want to be judged by the readers, and therefore | eft
out their name. Of these 9 participants, 4 would use a peer
support forum in the future. All these participants reported that
they would only write general information about themselves
and that they would never write anything about others without
their consent. Out of the 10 participants that filled in a health
care review, 8 would use the website again in the future.
However, only 2 participants would use the website to complain
about a care provider, when amistake was made, “1 would only
report it if amistakewas made, for | would hopeto prevent that
for someoneelse” [Female, 45 yearsold]. The other participants
would not use the website to place a negative review because
they would rather speak to their care provider in person about
the issue and do not want to negatively sway the opinion of
others.

Relationship Between Patient Char acteristics and
eHealth Literacy

We explored if there were any correlations between the
performance on the assignments, patients age, level of
education, and perceived Internet skills (Multimedia Appendix
1). We found that patients who are higher educated, younger,
and have higher self-perceived Internet skills, on average
completed more assignments independently, performed better,
and encountered fewer problems. However, these data should
be interpreted with care, as the sample size was small.

Discussion

In these 2 studies, a representative sample of patients with
rheumatic diseases performed Headth 1.0 and Hedth 2.0
assignments on the Internet. While a substantial number of
patients experienced physical uneasiness when using the
computer (eg, stiffness and tiredness) for the questionnaire, only
3 participants mentioned actual physical problems during the
assignments. Nevertheless, using the Internet for health-related
searches for arestricted amount of time seemed to be feasible
for most participants. Furthermore, our results showed that a
substantial group of patients were not able to fully use
disease-related Internet applications for their own benefit.
Problems in Health 1.0 information retrieval were found in 4
categories: (1) operating the computer and I nternet browser, (2)
navigating and orientating, (3) utilizing search strategies, and
(4) evaluating relevance and reliability, which corresponds
largely with categories found in a previous study by Van
Deursen and Van Dijk among healthy people [28]. About
one-third of the participants in our study had severe problems
in operating the computer, the Internet browser, and in
navigating and orientating on the Web. While these problems
were often overcome, they did cause a substantial amount of
inefficiency and frustration, withholding participants from fully
using all the optionsthe computer and I nternet offers. Moreover,
the more complex information and evaluation skills caused
frequent problemsfor most of the patients. Many struggled with
choosing a relevant search query, selecting a reliable search
result, and browsing a website to find the right answer to a
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specific question. It seemed that a substantial part of the sample
was using a trial-and-error method for searching the Internet.
Strikingly, only 3-4 participants out of 15 were critical about
the websites they visited and the information they retrieved
from the Internet. The remaining participants did not seem to
be aware of the source of the information, who exploited the
website they searched on, and when the information was last
updated. This is worrisome, since previous research studies
have shown that many rheumatol ogy-related websites provide
unreliable information [29].

Although studies have been conducted to evaluate particular
Health 2.0 applications [30,31], to our knowledge, no previous
studies have been performed on Health 2.0 literacy of patients
with chronic diseases and their ability to perform a variety of
Health 2.0 assignments. This approach has enabled usto study
Health 2.0 skills rather than evaluating the usability of asingle
application. During the assignments, we observed problems
with operation, navigation, and information skills that
corresponded with problems found in the Health 1.0
applications. However, since we provided patients with the
direct website of the Health 2.0 applications, the Health 1.0
skills were not fully examined in this part of the study and the
focus was on specific Health 2.0 problems. Most patients had
little or no experience in using services to communicate with
other patients, care providers, or with checking their own health
status online, which corresponds with previous research among
rheumatology patients [2]. Problems in doing so were mostly
found in evaluating relevance and reliability (category 4) and
in 2 additional categories: (5) adding personal content to the
Web, and (6) protecting and respecting privacy. When adding
personal content, several patients had trouble with using the
content fields correctly, formulating a message and writing it
down properly, and keeping in mind who the readers of the
message will be. With reference to privacy issues, participants
often mentioned being reluctant to add content to the Web. It
was difficult for the participantsto reflect on the reader of their
information and what impact it would have on privacy when
posting a message. Overall, it seemed that due to a lack of
experience in online communication, many patients were
insecure about when and how to use Health 2.0 applications.
This lack of Health 2.0 use was seen in previous research as
well [32]. Interpreting persona health records caused some
problems, mostly because patients were not able to locate the
relevant information and to put the information in the right
context. This was partly due to incorrect interpretation of
numbers, which also relates to numeracy skills[33]. Problems
with interpreting electronic medical records are concerns that
health professionals have previously reported [34,35].
Nevertheless, the action that patients would take in reaction to
their personal datawas generally appropriate. Keeping patients
records clear and limited to the essence of the content would
presumably overcome most of the observed difficulties [35].
After finishing the Health 2.0 assignments, many patients were
enthusiastic about the possihilities the Internet could provide,
and to become more involved in their own health care process,
especially by using the applications that were provided by their
own hospital. Two thirds of all participants would like to use
e-consult in the future, and amost all patients reported they
would open their electronic medical records at home, now that
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they have seen the service. Many patients were simply unaware
of their options and/or anxious to use them themselves before
the study. Therefore, patients need to be guided and encouraged
to use Health 2.0 applications, and they should be informed by
care providersabout the privacy disclosuresin such applications.

A limitation of our studies was the research setting in which
participants performed the assignments. Although we aimed to
formulate assignments that were relevant to patients with
rheumatic diseases and stressed that the study was not an exam,
patients were probably more nervous than if they were in a
natural setting. Participants were also probably focused on
completing the assignments quickly, which could influence the
quality with which they performed. Furthermore, in several
Health 2.0 assignments, patients were asked to spontaneously
formulate afictive question or message, which turned out to be
difficult for some participants and might have complicated the
assignment. Nevertheless, our studies demonstrate that most
patients have considerabl e problems with using the Internet for
health-related purposes. Although our studies were restricted
to patients with rheumatic diseases, we feel that our results are
generalizable for other health conditions, especially as only a
minority of the participants’ perceived physical problemsduring
the tests. Moreover, the assignments used in our performance
tests (eg, using e-consults, health care rating sites and peer
support forums) might be relevant to patients with different
conditions. Because of the qualitative nature of our studies, we
cannot draw strong conclusions on the most frequent eHealth
literacy problems that patients encounter, and on which groups
of patients encounter most problems. However, our studies
showed that the majority of participants experienced difficulties
on severa levels, even though our research population was
heterogeneous in age, education level, and had quite some
experience in using the Internet. Previous research has shown
that a higher education does not guarantee better Internet skills
[36,37] and other studies among higher educated populations
confirm these results. For example, Hughes et a [38] showed
that doctors often choose their search results based on
navigational bias and afocus on what is known, and Stellefson
et a [39] found that many health professional college students
are rather unconfident when evaluating information from the
Internet. Furthermore, a younger age and more Internet
experience might enhance operational skills, but previous studies
have found that strategic eHealth literacy problems are still
frequently present among students who grew up using the
Internet [16,17,19]. Some exploratory analysis on our data,
however, indicated that patientswith ahigher educational level,
younger age, and higher perceived Internet skills completed
more assignments, performed better, and encountered fewer
problems. All in all, it should be acknowledged that a broad
range of eHealth literacy problems exist, but future research
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should focus on which groups of people struggle with specific
categories of eHealth literacy problems.

From our results, it seemed that several shifts were necessary
to make online information, communication, and participation
services more beneficial in rheumatology. First of all, the
problems that were observed in these studies cannot solely be
attributed to the patients' skills, since the usability of Health
1.0 and Hedth 2.0 applications aso plays a maor role in
overcoming operation, navigation, and information problems.
Websites and interactive applications should be designed in a
user-centered manner to overcome problems that many novice
Internet users may experience [2,10,23,40]. In order to reach
this, guidelines should befollowed to focus on keeping awebsite
plain and simple regarding navigation structures and usage of
buttons [41]. Furthermore, it is essential that texts are written
on a level that is understandable for the majority of the
population [42]. Usability of Health 2.0 applications could,
moreover, be increased by explaining their function, use, and
privacy procedures in the application itself, for example using
demonstration videos. Finally, to ensure that usability goalsare
reached, websites should be tested with representative end-users
in several stages of the development [43,44]. Health care
organizations could also play arolein tuning the level of online
applicationsto patients’ eHealth literacy, by developing websites
and Web portalswhich provide reliable and valuable information
[25]. Second, patients should be informed and educated about
proper use and protection of privacy on the Web. This could be
realized in (online) eHealth literacy courses, which seem to be
promising [45,46]. Third, tools could be devel oped which care
providers could usein consult, in order to gain attention among
patients for both the possibilities and the risks of the Internet
[47]. A final necessity that follows from our results, is an
eHealth literacy measurement instrument that can identify a
broad range of skills. The eHEALS scale by Norman [48] or
the Functional, Communicative, and Critical heath literacy
scale by Ishikawa [49] offer good starting points for this area,
provided that Health 2.0 skills measures are added.

In conclusion, patientswith rheumatic diseases often seek online
disease-related information, and online interactive applications
that help patients to get more involved in learning and caring
for their disease are promising. However, the mgjority of the
patients lack the skills to use both Health 1.0 and Health 2.0
properly for their own benefit. Problems include operating,
navigating, searching the Internet, critically evaluating online
content, and adding personal content while keeping privacy in
mind. To decrease these problems, changes should be made in
the design process of websites and online applications.
Awareness, measurement, and education in eHealth literacy
should also be increased.

Acknowledgments

We would kindly like to thank al the patients that participated in the two studies. Also, we would like to thank Ellen Meenhuis,
Petra Eland-de Kok, Susanne Bakker-van Wijk, Judy Ammerlaan, Harmieke van Os-Medendorp, and Jeanine van der Giessen
for their involvement in the study design, participant recruitment and/or data collection. These studies were supported by an

unrestricted educational grant from MSD.

http://www.jmir.org/2013/2/e27/

JMed Internet Res 2013 | vol. 15 | iss. 2 [e27 | p.266
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH van der Vaart et al

Conflictsof Interest
None declared.

Multimedia Appendix 1

Completed tasks, performance, and number of encountered problems related to education level, age, and perceived Internet skills
instudies1 and 2.

[PDE File (Adobe PDF File), 35KB - jmir_v15i2e27_appl.pdf ]

References

1.  Powell JA, Darvell M, Gray JA. The doctor, the patient and the world-wide web: how the internet is changing healthcare.
JR Soc Med 2003 Feb;96(2):74-76 [FREE Full text] [Medline: 12562977]

2. vander Vaart R, Drossaert CH, Taal E, van de Laar MA. Patient preferences for a hospital-based rheumatol ogy Interactive
Health Communication Application and factors associated with these preferences. Rheumatology (Oxford) 2011
Sep;50(9):1618-1626. [doi: 10.1093/rheumatology/ker161] [Medline: 21551221]

3. Hay MC, Cadigan RJ, Khanna D, Strathmann C, Lieber E, Altman R, et al. Prepared patients: internet information seeking
by new rheumatology patients. Arthritis Rheum 2008 Apr 15;59(4):575-582 [FREE Full text] [doi: 10.1002/art.23533]
[Medline: 18383399]

4.  Robinson C, Graham J. Perceived Internet health literacy of HIV-positive people through the provision of a computer and
Internet health education intervention. Health Info Libr 32010 Dec;27(4):295-303. [doi: 10.1111/j.1471-1842.2010.00898.X]
[Medline: 21050372]

5. RiceRE. Influences, usage, and outcomes of Internet health information searching: multivariate results from the Pew
surveys. Int JMed Inform 2006 Jan;75(1):8-28. [doi: 10.1016/j.ijmedinf.2005.07.032] [Medline: 16125453]

6. Eysenbach G. Medicine 2.0: socia networking, collaboration, participation, apomediation, and openness. J Med Internet
Res 2008;10(3):e22 [FREE Full text] [doi: 10.2196/jmir.1030] [Medline: 18725354]

7.  van Uden-Kraan CF, Drossaert CH, Taal E, Shaw BR, Seydel ER, van de Laar MA. Empowering processes and outcomes
of participation in online support groups for patients with breast cancer, arthritis, or fibromyalgia. Qual Health Res 2008
Mar;18(3):405-417. [doi: 10.1177/1049732307313429] [Medline: 18235163]

8.  Demiris G, Afrin LB, Speedie S, Courtney KL, Sondhi M, Vimarlund V, et al. Patient-centered applications: use of
information technology to promote disease management and wellness. A white paper by the AMIA knowledge in motion
working group. JAm Med Inform Assoc 2008 Feb;15(1):8-13 [FREE Full text] [doi: 10.1197/jamia.M2492] [Medline:
17947617

9. Murray E,BurnsJ, SeeTai S, Lai R, Nazareth |. Interactive health communication applications for people with chronic
disease. Cochrane Database of Syst Rev 2009;1.

10. Nguyen BV, Burstein F, Fisher J, Wilson C. Taxonomy of usage problems for improving user-centric online health
information provision. 2011 Presented at: AMCIS Proceedings Aug; 65; 2011; Detroit, Michigan, USA URL: http://aisel.
aisnet.org/amcis2011_submissions/65

11. Norman CD, Skinner HA. eHesalth Literacy: Essential Skillsfor Consumer Health in a Networked World. JMed Internet
Res 2006;8(2):€9 [FREE Full text] [doi: 10.2196/jmir.8.2.€9] [Medline: 16867972]

12.  Norman C. eHedlth literacy 2.0: problems and opportunities with an evolving concept. J Med Internet Res 2011
Dec;13(4):€125 [FREE Full text] [doi: 10.2196/jmir.2035] [Medline: 22193243]

13. van Deursen AJ, van Dijk JA. Internet skills performance tests: are people ready for eHealth? J Med Internet Res 2011
Apr;13(2):€35 [FREE Full text] [doi: 10.2196/jmir.1581] [Medline: 21531690]

14. Chan CV, Kaufman DR. A framework for characterizing eHealth literacy demands and barriers. JMed Internet Res
2011;13(4):€94 [FREE Full text] [doi: 10.2196/jmir.1750] [Medline: 22094891]

15. Eysenbach G, Kéhler C. How do consumers search for and apprai se health information on the world wide web? Qualitative
study using focus groups, usability tests, and in-depth interviews. BMJ 2002 Mar 9;324(7337):573-577 [FREE Full text]
[Medline: 11884321]

16. Hargittai E. Digital Na(t)ives? Variation in Internet Skills and Uses among Members of the "Net Generation”. Sociological
Inquiry 2010 Feb;80(1):92-113. [doi: 10.1111/].1475-682X.2009.00317.X]

17. Gui M, Argentin G. Digital skills of internet natives: Different forms of digital literacy in arandom sample of Northern
Italian high school students. New Media Soc 2011 Sep;13(6):963-980. [doi: 10.1177/1461444810389751]

18. Ghaddar SF, Valerio MA, GarciaCM, Hansen L. Adolescent health literacy: the importance of credible sourcesfor online
health information. J Sch Health 2012 Jan;82(1):28-36. [doi: 10.1111/j.1746-1561.2011.00664.x] [Medline: 22142172]

19. Stellefson M, Hanik B, Chaney B, Chaney D, Tennant B, ChavarriaEA. eHedlth literacy among college students: asystematic
review withimplicationsfor eHealth education. JMed Internet Res2011;13(4):e102 [ FREE Full text] [doi: 10.2196/jmir.1703]
[Medline: 22155629]

20. Ericsson KA, Simon HA. Verbal reports as data. Psychol Rev 1980;87:215-251.

http://www.jmir.org/2013/2/e27/ JMed Internet Res 2013 | vol. 15 | iss. 2 [€27 | p.267
(page number not for citation purposes)


https://jmir.org/api/download?alt_name=jmir_v15i2e27_app1.pdf&filename=62d2fe58c4b493bbed9b3336e633c4bd.pdf
https://jmir.org/api/download?alt_name=jmir_v15i2e27_app1.pdf&filename=62d2fe58c4b493bbed9b3336e633c4bd.pdf
http://www.jrsm.org/cgi/pmidlookup?view=long&pmid=12562977
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12562977&dopt=Abstract
http://dx.doi.org/10.1093/rheumatology/ker161
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21551221&dopt=Abstract
http://dx.doi.org/10.1002/art.23533
http://dx.doi.org/10.1002/art.23533
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18383399&dopt=Abstract
http://dx.doi.org/10.1111/j.1471-1842.2010.00898.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21050372&dopt=Abstract
http://dx.doi.org/10.1016/j.ijmedinf.2005.07.032
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16125453&dopt=Abstract
http://www.jmir.org/2008/3/e22/
http://dx.doi.org/10.2196/jmir.1030
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18725354&dopt=Abstract
http://dx.doi.org/10.1177/1049732307313429
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18235163&dopt=Abstract
http://jamia.bmj.com/cgi/pmidlookup?view=long&pmid=17947617
http://dx.doi.org/10.1197/jamia.M2492
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17947617&dopt=Abstract
http://aisel.aisnet.org/amcis2011_submissions/65
http://aisel.aisnet.org/amcis2011_submissions/65
http://www.jmir.org/2006/2/e9/
http://dx.doi.org/10.2196/jmir.8.2.e9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16867972&dopt=Abstract
http://www.jmir.org/2011/4/e125/
http://dx.doi.org/10.2196/jmir.2035
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22193243&dopt=Abstract
http://www.jmir.org/2011/2/e35/
http://dx.doi.org/10.2196/jmir.1581
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21531690&dopt=Abstract
http://www.jmir.org/2011/4/e94/
http://dx.doi.org/10.2196/jmir.1750
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22094891&dopt=Abstract
http://europepmc.org/abstract/MED/11884321
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11884321&dopt=Abstract
http://dx.doi.org/10.1111/j.1475-682X.2009.00317.x
http://dx.doi.org/10.1177/1461444810389751
http://dx.doi.org/10.1111/j.1746-1561.2011.00664.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22142172&dopt=Abstract
http://www.jmir.org/2011/4/e102/
http://dx.doi.org/10.2196/jmir.1703
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22155629&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH van der Vaart et al

21.

22.

23.

24,
25.
26.
27.
28.

29.

30.

31.

32.

33.

35.

36.

37.

38.

39.

40.

41.

42.

43.

45,

Guest G, Bunce A, Johnson L. How many interviews are enough?: an experiment with data saturation and variability. Field
Methods 2006 Feb;18(1):59-82. [doi: 10.1177/1525822X05279903]

Baker NA, Rogers JC, Rubinstein EN, Allaire SH, Wasko M C. Problems experienced by people with arthritis when using
acomputer. Arthritis Rheum 2009 May 15;61(5):614-622 [FREE Full text] [doi: 10.1002/art.24465] [Medline: 19405002]
Van der Vaart R, Drossaert CHC, Taal E. Van de Laar MAFJ Experiences and preferences of patients with rheumatic
diseasesregarding aninteractive health communication application. 2010 Presented at: Proceedings of the 2nd eTELEMED
International Conference on eHealth, Telemedicine, and Social Medicine; Feb; 2010; Saint Martin p. 10-16. [doi:
10.1109/eTELEMED.2010.16]

reumafonds.nl. URL : http://www.reumafonds.nl/ [accessed 2013-01-14] [WebCite Cache ID 6DfAFTIWL]

www. nl. reumaforum URL: http://www.reumaforum.nl/ [accessed 2013-01-14] [WebCite Cache ID 6DfAKOCNY]
zorgkaartnederland.nl. URL: http://www.zorgkaartnederland.nl/ [accessed 2013-01-14] [WebCite Cache ID 6DfAysRNe]
Patton MQ. Qualitative Research and Evaluation Methods. 3rd Ed. California: Sage Publications; 2002.

Van Deursen AJAM, Van Dijk JAGM. Using the Internet: skill related problemsin users online behavior. Interacting with
Computers 2009;21:393-402. [doi: 10.1016/j.intcom.2009.06.005]

Ansani NT, Vogt M, Henderson BA, McKaveney TP, Weber RJ, Smith RB, et a. Quality of arthritis information on the
Internet. Am J Health Syst Pharm 2005 Jun 1;62(11):1184-1189. [Medline: 15984050]

Nijland N, van Gemert-Pijnen J, Boer H, Stechouder MF, Seydel ER. Evaluation of internet-based technol ogy for supporting
self-care: problems encountered by patients and caregivers when using self-care applications. J Med Internet Res
2008;10(2):e13 [FREE Full text] [doi: 10.2196/jmir.957] [Medline: 18487137]

Nambisan P. Evaluating patient experience in online health communities: implicationsfor health care organizations. Health
Care Manage Rev 2011;36(2):124-133. [doi: 10.1097/HM R.0b013e3182099f82] [Medline: 21317657]
Lupiafiez-Villanueva F, Mayer MA, Torrent J. Opportunities and challenges of Web 2.0 within the health care systems: an
empirical exploration. Inform Health Soc Care 2009 Sep;34(3):117-126. [doi: 10.1080/17538150903102265] [Medline:
19670002]

Rothman RL, Montori VM, Cherrington A, Pignone MP. Perspective: therole of numeracy in health care. JHealth Commun
2008 Sep;13(6):583-595 [FREE Full text] [doi: 10.1080/10810730802281791] [Medline: 18726814]

Ross SE, Todd J, Moore LA, Beaty BL, Wittevrongel L, Lin CT. Expectations of patients and physicians regarding
patient-accessible medical records. JMed Internet Res 2005 May;7(2):€13 [FREE Full text] [doi: 10.2196/jmir.7.2.€13]
[Medline: 15914460]

van der Vaart R, Drossaert CH, Taal E, van de Laar MA. Giving rheumatology patients online home accessto their electronic
medical record (EMR): advantages, drawbacks and preconditions according to care providers. Rheumatol Int 2012 Mar
28. [doi: 10.1007/500296-012-2408-2] [Medline: 22453527]

Van Deursen AJAM, Van Dijk JAGM, Peters O. Rethinking Internet skills: the contribution of gender, age, education,
Internet experience, and hours online to medium- and content-related I nternet skills. Poetics 2011;39(2):125-144. [doi:
10.1016/j.poetic.2011.02.001]

Neter E, Brainin E. eHealth literacy: extending the digital divide to the realm of health information. JMed Internet Res
2012 Jan;14(1):e19 [FREE Full text] [doi: 10.2196/jmir.1619] [Medline: 22357448]

Hughes B, Wareham J. Doctors Online Information Needs, Cognitive Search Strategies, and Judgments of Information
Quality and Cognitive Authority: How Predictive Judgments Introduce Bias Into Cognitive Search Models. Journal of the
American Society for Information Science and Technology 2010;61(3):433-452. [doi: 10.1002/asi.v61:3]

Stellefson M, Hanik B, Chaney JD, Tennant B. Analysis of ehealth search perspectives among female college studentsin
the health professions using Q methodology. J Med Internet Res 2012 Apr;14(2):e60 [FREE Full text] [doi:
10.2196/jmir.1969] [Medline: 22543437]

Burnstein F, Fisher J, McKemmish S, Manaszewicz R, Malhotra P. User centred quality health information provision:
benefits and challenges. 2005 Presented at: Proceedings of the 38th Annual stem Sciences 6; 2005; Hawaii I nternational
Conference on Sy. [doi: 10.1109/HICSS.2005.651]

Johnson CM, Johnson TR, Zhang J. A user-centered framework for redesigning health care interfaces. J Biomed Inform
2005 Feb;38(1):75-87. [doi: 10.1016/j.jbi.2004.11.005] [Medline: 15694887]

Hirsh JM, Gardner EM. A pilot study to determine whether patients are likely to understand the educational information
available on-line about arthritic disorders. J Clin Rheumatol 2009 Oct;15(7):367-368. [doi: 10.1097/RHU.0b013e3181be?2439]
[Medline: 20009977]

Kreps GL, Neuhauser L. New directions in eHealth communication: opportunities and challenges. Patient Educ Couns
2010 Mar;78(3):329-336. [doi: 10.1016/j.pec.2010.01.013] [Medline: 20202779]

van Gemert-Pijnen JE, Nijland N, van Limburg M, Ossebaard HC, Kelders SM, Eysenbach G, et a. A holistic framework
to improve the uptake and impact of eHealth technologies. JIMed Internet Res 2011 Dec;13(4):e111 [FREE Full text] [doi:
10.2196/jmir.1672] [Medline: 22155738]

Car J, Lang B, Colledge A, Ung C, Majeed A. Interventions for enhancing consumers online health literacy. Cochrane
Database Syst Rev 2011(6):CD007092. [doi: 10.1002/14651858.CD007092.pub2] [Medline: 21678364]

http://www.jmir.org/2013/2/e27/ JMed Internet Res 2013 | vol. 15 | iss. 2 €27 | p.268

(page number not for citation purposes)


http://dx.doi.org/10.1177/1525822X05279903
http://dx.doi.org/10.1002/art.24465
http://dx.doi.org/10.1002/art.24465
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19405002&dopt=Abstract
http://dx.doi.org/10.1109/eTELEMED.2010.16
http://www.reumafonds.nl/
http://www.webcitation.org/6DfAFTIWL
http://www.reumaforum.nl/
http://www.webcitation.org/6DfAk0CN9
http://www.zorgkaartnederland.nl/
http://www.webcitation.org/6DfAysRNe
http://dx.doi.org/10.1016/j.intcom.2009.06.005
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15984050&dopt=Abstract
http://www.jmir.org/2008/2/e13/
http://dx.doi.org/10.2196/jmir.957
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18487137&dopt=Abstract
http://dx.doi.org/10.1097/HMR.0b013e3182099f82
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21317657&dopt=Abstract
http://dx.doi.org/10.1080/17538150903102265
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19670002&dopt=Abstract
http://europepmc.org/abstract/MED/18726814
http://dx.doi.org/10.1080/10810730802281791
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18726814&dopt=Abstract
http://www.jmir.org/2005/2/e13/
http://dx.doi.org/10.2196/jmir.7.2.e13
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15914460&dopt=Abstract
http://dx.doi.org/10.1007/s00296-012-2408-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22453527&dopt=Abstract
http://dx.doi.org/10.1016/j.poetic.2011.02.001
http://www.jmir.org/2012/1/e19/
http://dx.doi.org/10.2196/jmir.1619
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22357448&dopt=Abstract
http://dx.doi.org/10.1002/asi.v61:3
http://www.jmir.org/2012/2/e60/
http://dx.doi.org/10.2196/jmir.1969
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22543437&dopt=Abstract
http://dx.doi.org/10.1109/HICSS.2005.651
http://dx.doi.org/10.1016/j.jbi.2004.11.005
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15694887&dopt=Abstract
http://dx.doi.org/10.1097/RHU.0b013e3181be2439
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20009977&dopt=Abstract
http://dx.doi.org/10.1016/j.pec.2010.01.013
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20202779&dopt=Abstract
http://www.jmir.org/2011/4/e111/
http://dx.doi.org/10.2196/jmir.1672
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22155738&dopt=Abstract
http://dx.doi.org/10.1002/14651858.CD007092.pub2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21678364&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH van der Vaart et al

46.

47.

48.

49,

XieB. Effects of an eHealth literacy intervention for older adults. JMed Internet Res 2011 Mar;13(4):e90 [ FREE Full text]
[doi: 10.2196/jmir.1880] [Medline: 22052161]

Diaz JA, Sciamanna CN, Evangelou E, Stamp MJ, Ferguson T. Brief report: What types of Internet guidance do patients
want from their physicians? J Gen Intern Med 2005 Aug;20(8):683-685 [FREE Full text] [doi:
10.1111/j.1525-1497.2005.0115.x] [Medline: 16050874]

Norman CD, Skinner HA. eHEALS: The eHealth Literacy Scale. JMed Internet Res 2006 Nov;8(4):e27 [FREE Full text]
[doi: 10.2196/jmir.8.4.€27] [Medline: 17213046]

IshikawaH, Takeuchi T, Yano E. Measuring functional, communicative, and critical health literacy among diabetic patients.
Diabetes Care 2008 May;31(5):874-879. [doi: 10.2337/dc07-1932] [Medline: 18299446]

Edited by G Eysenbach; submitted 08.11.12; peer-reviewed by M Sellefson, E Neter; comments to author 24.11.12; revised version
received 10.12.12; accepted 25.01.13; published 11.02.13.

Please cite as:

van der Vaart R, Drossaert CHC, de Heus M, Taal E, van de Laar MAFJ

Measuring Actual eHealth Literacy Among Patients With Rheumatic Diseases. a Qualitative Analysis of Problems Encountered Using
Health 1.0 and Health 2.0 Applications

J Med Internet Res 2013;15(2): €27

URL: http://mww.jmir.org/2013/2/e27/

doi:10.2196/jmir.2428
PMID: 23399720

©Rosdlie van der Vaart, Constance HC Drossaert, Miriam de Heus, Erik Taal, Mart AFJ van de Laar. Originally published in
the Journal of Medical Internet Research (http://www.jmir.org), 11.02.2013. Thisis an open-access article distributed under the
terms of the Creative Commons Attribution License (http://creativecommons.org/licenses/by/2.0/), which permits unrestricted
use, distribution, and reproduction in any medium, provided the original work, first published in the Journal of Medical Internet
Research, is properly cited. The complete bibliographic information, a link to the original publication on http://www.jmir.org/,
aswell asthis copyright and license information must be included.

http://www.jmir.org/2013/2/e27/ JMed Internet Res 2013 | vol. 15 | iss. 2 [e27 | p.269

RenderX

(page number not for citation purposes)


http://www.jmir.org/2011/4/e90/
http://dx.doi.org/10.2196/jmir.1880
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22052161&dopt=Abstract
http://europepmc.org/abstract/MED/16050874
http://dx.doi.org/10.1111/j.1525-1497.2005.0115.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16050874&dopt=Abstract
http://www.jmir.org/2006/4/e27/
http://dx.doi.org/10.2196/jmir.8.4.e27
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17213046&dopt=Abstract
http://dx.doi.org/10.2337/dc07-1932
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18299446&dopt=Abstract
http://www.jmir.org/2013/2/e27/
http://dx.doi.org/10.2196/jmir.2428
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23399720&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Yeung et &

Original Paper

What Do Electronic Health Record Vendors Reveal About Their
Products: An Analysis of Vendor Websites

Natalie K Yeung', MI; Algandro R Jadad®**>®, MD, DPhil; Aviv Shachak**, PhD

1University of Toronto, Faculty of Information, Toronto, ON, Canada
2University Health Network, Centre for Global eHealth Innovation, Toronto, ON, Canada

3University Health Network, Electronic Living Lab for Interdisciplinary Cancer Survivorship Research (Centre for Health, Wellness and Cancer
Survivorship), Toronto, ON, Canada

4Universi ty of Toronto, Institute of Health Policy, Management and Evaluation, Toronto, ON, Canada
SUnivers ty of Toronto, Dalla Lana School of Public Health, Toronto, ON, Canada
by niversity of Toronto, Department of Anesthesia, Toronto, ON, Canada

Corresponding Author:

Aviv Shachak, PhD

University of Toronto

Institute of Health Policy, Management and Evaluation
155 College St.

Toronto, ON, M5T 3M6

Canada

Phone: 1 416 978 0998

Fax: 1416 978 7350

Email: aviv.shachak@utoronto.ca

Abstract

Background: Purchasing electronic health records (EHRS) typically follows a processin which potential adopters actively seek
information, compare aternatives, and form attitudes towards the product. A potential source of information on EHRS that can
be used in the process is vendor websites. It is unclear how much product information is presented on EHR vendor websites or
the extent of its value during EHR purchasing decisions.

Objective: To explore what features of EHR systems are presented by vendors in Ontario, Canada, on their websites, and the
persuasive means they use to market such systems; to compare the online information available about primary care EHR systems
with that about hospital EHR systems, and with data compiled by OntarioMD, aregional certifying agency.

Methods: A list of EHR systems available in Ontario was created. The contents of vendor websites were analyzed. A template
for data collection and organization was devel oped and used to collect and organize information on the vendor, website content,
and EHR features. First, we mapped information on system features to categories based on a framework from the Ingtitute of
Medicine (IOM). Second, we used a grounded theory—like approach to explore information for building consumer confidencein
the vendor and product, and the various persuasive strategies employed on vendor websites. All data were first coded by one
researcher. A peer reviewer independently analyzed a randomly chosen subset of the websites (10 of 21; 48%) and provided
feedback towards a unified coding scheme. All data were then re-coded and categorized into themes. Finally, we compared
information from vendor websites and data gathered by OntarioMD.

Results: Vendors provided little specific product information on their websites. Only two of five acute care EHR websites
(40%) and nine of 16 websitesfor primary care systems (56%) featured seven or all eight of the |[OM components. Several vendor
websites included system interface demonstrations: screenshots (six websites), public videos or slideshows (four websites), or
for registered viewers only (three websites). Persuasive means used by vendors included testimonials on 14/21 (67%) websites,
and directional language. Except for one free system, trial EHR versions were not available. OntarioMD provided more
comprehensive information about primary care systems than the vendors' websites. Of 14 points of comparison, only theinclusion
of templates and bilingual interfaces were fully represented in both data sources. For al other categories, the vendor websites
were less complete than the OntarioMD site.

Conclusions: EHR vendor websites employ various persuasive means, but lack product-specific information and do not provide
optionsfor trying systems on alimited basis. This may impede the ability of potential adopters to form perceptions and compare
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various offerings. Both vendors and clients could benefit from greater transparency and more specific product information on

the Web.

Trial Registration: N/A

(J Med Internet Res 2013;15(2):€36) doi:10.2196/jmir.2312
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Electronic health record; Vendors; Diffusion of Innovations; Websites

Introduction

Purchasing electronic health record (EHR) systemsisaprocess
in which potential buyers and users often seek and assess
information about the products in question and compare
alternatives. EHR is often anew technology to the people who
use it, introducing new ways of performing clinical and
administrative tasks. As such, it may be regarded as an
innovation. Rogers' [1] diffusion of innovationstheory suggests
that the process of adopting innovations (theinnovation decision
process) typicaly follows five stages: knowledge, persuasion,
decision, implementation, and confirmation. Most relevant to
thiswork is the knowledge stage in which adopters learn about
the existence of an innovation (awareness knowledge), gain
basic knowledge of how to use it (how-to knowledge), and
understand the underlying principles behind it (principles
knowledge). Thisisfollowed by the persuasion stage, in which
potential adopters actively seek more information about the
innovation, evaluate its characteristics, form positive or negative
attitudes toward it, and subsequently adopt (eg, purchase) or
reject the innovation at the decision stage.

For EHRs, the adoption decision process involves a planning
phase that includes needs assessment, identifying champions,
gaining buy-in from stakeholders, workflow analysis,
understanding financial issues, and goal setting [2,3]. Thisis
followed by a system selection phase in which information is
sought from various sources including vendors and genera
consultantg[4], visits to practices that have installed systems of
interest, and product demonstrations [2,3]. At this stage,
according to Lorenzi et a [3], “theinternet provides avaluable
source of information regarding specific EHR system products,
capabilities, and the selection process’ (p.8). In particular,
vendor websites could play an important role in making an
adoption decision by creating awareness, providing how-to and
principle knowledge, and using various persuasive means to
affect potential adopters’ perceptions of EHRs. However, to the
best of our knowledge, no systematic efforts have been made
to examine whether EHR vendors use their websites to present
theinformation typically gathered in the pre-decision stages of
Rogers' innovation-decision process.

To contribute to filling this gap, we studied the information
provided on websites of EHR vendors operating in Ontario,
Canada. The term EHR is used here broadly to encompass
computerized systems containing patient information for direct
clinical use. For smplicity, we use the term for both stand-alone
electronic medical records (EMRS), in which information “can
be created, gathered, managed, and consulted by authorized
clinicians and staff within one health care organization” [5] (p.
6), and interoperable EHR systems, which may be operated by

http://www.jmir.org/2013/2/e36/

clinicians and staff across various health care organizations.
The following research questions were investigated:

RQ1: What and how much product-specific information do
Ontario EHR vendors reveal on their own websites or on
external websites?

First, we examined what vendors reveal about the functional
characteristics of their EHR products by looking for
product-specific information related to eight core EHR
functionalities defined by the Institute of Medicine (IOM) [6].
Asasubset of this question, we explored what similarities and
differences in this product-specific information exist between
acute care (hospital-based) and primary care (family practice)
EHR vendor websites.

Second, we compared the product-specific information presented
on vendor websites with information presented on an external
website. The selected external website is operated by a
provincial agency (OntarioM D), which assists physiciansin the
transition from paper to electronic records and acts as a
certifying body for primary care EHRs in Ontario [7].

RQ2: In what ways do Ontario EHR vendor websites attempt
to persuade users to purchase their products?

For this purpose we looked at what persuasive means are used
by vendors on their websites and considered how they could
influence potential adopters perceptions of the systems. As a
subset of this question, we also explored what differences in
the persuasive means employed exist between acute care
(hospital-based) and primary care (family practice) EHR vendor
websites.

Methods

Vendor Website Selection

Figure 1 presents the website selection process. We compiled
a list of EHR vendor websites for systems available in the
province of Ontario, Canada, from two sources. The first is
OntarioMD [7] (11 vendors), a provincial agency that works
closely with physicians to provide support for the transition
from paper to electronic records. It certifies primary care EHRS,
so that physicians adopting them are eligible for funding from
the province of Ontario under the Physician IT Program [8].
OntarioMD also publishes vendor responses to a number of
standard questions on their website. The second is the
Information Technology Association of Canada (ITAC) Health
members list [9] (129 vendors), which was used to identify
acute care EHR vendors and additional non-certified primary
care vendors. This list contains contact information for
information technol ogy organizationsthat are activeinthe health

JMed Internet Res 2013 | vol. 15 | iss. 2 |e36 | p.271
(page number not for citation purposes)


http://dx.doi.org/10.2196/jmir.2312
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

care sector. ITAC Health, formerly known as the Canadian
Healthcare Information Technology Trade Association
(CHITTA) [10], is an established national industry association
and so was considered a reputable, consistent, and reasonably
comprehensive source of information.

After removing duplicates (8 vendors), systems were included
based on: 1) specific mention of being or description of a
product that could correspond to an EHR in the broad sense
described above, 2) being designed and marketed for either
primary or acute health care organizations but not for patients,

http://www.jmir.org/2013/2/e36/
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3) maintaining patient profiles and documentation for direct
clinical use, and 4) availability and implementation in Ontario.
These criteria excluded consultants, law firms, general IT,
professional, and academic associations (100 websites).
Specialized software such as computerized provider order entry
systems not integrated within an EHR suite and picture archiving
and communi cation systems (7 systems), personal or community
health records (2 systems), and systems not availablein Ontario
(9 systems) were also excluded. Seven vendors offered multiple
systems; therefore, thefinal list includes 21 systems (16 primary
care and 5 acute care EHRS).
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Figurel. A flow chart of the vendor website selection process and results.
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website content elements independent of external accuracy or
credibility. Therefore, aninterpretive approach to datacollection
and analysis was employed. Based on a preliminary review of

Data Collection and Analysis
Each vendor website was examined for a number of general

and system-specific characteristics. No  pre-existing
methodology was found for evaluating and classifying discrete
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Appendix 1) and used to collect and organize information on
the vendor, website content, and EHR system features. As
described in detail below, product-specific and persuasive
features were analyzed using framework analysis [11] and
grounded theory-like[12,13] approaches, respectively. Finally,

Yeung et d

we compared the information presented on vendor websites
with the information from OntarioMD website. Multimedia
Appendix 2 and Multimedia Appendix 3 illustrate screen
captures from vendor websites, and Figure 2 presents an
example homepage.

Figure 2. Nightingale On Demand (primary care). From: http://www.nightingalemd.ca; taken on August 25, 2010.
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Information About System Features

Thefirst analysis addressed information related to EHR system
features and specifications across both primary and acute care
systems. This information was compiled from website texts
(paragraphs or feature lists) and nontextual features, such as
screenshots or other graphics. Data were drawn both from
vendor websites and the OntarioMD site. Severa possible
frameworks for analyzing product-specific characteristic were
examined including EHR component models and frameworks
from HIMSS Analytics [14], Gartner Inc. [15], and IOM [6].
The IOM framework was selected for being the most detailed,
comprehensive, and from an internationally reputable
organization. Taking aframework analysis approach [11], data
from websites were mapped to the eight core functionalities of
an EHR as defined by the IOM [6]:

1 healthinformation and data;
. results management (eg, images, clinical dashboard, alerts);

3. order entry and management (eg, computerized provider
order entry, prescribing);

4. decision support (eg, drug interactions, prevention and
detection aerts);

5. electronic communication and connectivity (eg, email,
integrated records);

6. patient support (eg, patient education content);

7. administrative processes (eg, patient scheduling, billing);

http://www.jmir.org/2013/2/e36/
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8. reporting and population health management (eg, quality
indicators, national registries).

Each EHR system’s website was eval uated for a description of
at least one feature in each of the eight EHR functionalities (or
components) defined by the IOM. Features not explicitly
mentioned were not considered present in the analysis. For
instance, a website not stating that patient data were stored or
displayed by the system would not meet the first functionality,
although it would be reasonabl e to assume that the system must
contain some patient data in order for any other functions to
operate.

Analysis of Persuasive Features

Since a suitable analytic framework for evaluating persuasive
features was not found, a grounded theory—like approach was
employed to devel op the themes on the basis of content extracted
throughout the study from al of the websites included in this
analysis. Thefirst part of thisevaluation focused oninformation
presented to build consumer confidence in the vendors, their
websites, and by extension, their products. The second part of
the anaysis focused on the direct persuasive strategies
employed. We followed a typical iterative process of open
coding, consensus building, re-coding, and category/theme
development as described below. This strategy highlighted
trends in vendor website information content and delivery and
facilitated an investigation of the differences between primary
and acute care vendor websites.
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First, open coding [12] was employed. To ensure
trustworthiness, a peer reviewer independently analyzed a
randomly chosen subset of the websites (10 of 21; 48%) and
provided feedback towards a unified coding scheme. All data
werethen re-coded and categorized into broad recurring themes
that emerged. Category-building was also influenced by
constructs designed by other researchers [16,17]. Finally,
findings related to each of the categories were summarized for
all vendor websites.

Comparison of Vendor Websites and OntarioMD
Information

A comparison of onlineinformation sources about EHR systems
was performed for primary care systems certified by OntarioMD.

http://www.jmir.org/2013/2/e36/

RenderX
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Systems with multiple certified versions were considered a
single entity for comparison. Based on the OntarioMD
information, 14 data points for each certified system were
collected, and each point was checked to seeif it also appeared
on the corresponding vendor’s website.

Results

A list of 120 ITAC Health membersand 12 OntarioM D-certified
systems was compiled in August 2010. From this list, 21
websites representing systems from 19 different vendors met
the inclusion criteria. Table 1 presents a list of vendors and
systems and their respective websites. Of these websites, 5
(24%) were for acute care systems and 16 (76%) for primary
care systems.
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Table 1. List of al systemsincluded for analysis.

Yeung et d

Vendor name

Product name (with version
if available)

Vendor homepage (as of August 2010)

Archived homepage (13 Feb 2013)

Primary careEHR

ABEL Soft Corp.

Alphaglobal-1T

Alphaglobal-IT

CLINICARE Corp.

Eclipsys Corp.
EMISInc.
GE Hedlthcare

Healthscreen Solu-
tionsInc.

Jonoke Software
Development Inc.

(McMaster Universi-
ty, Department of
Family Medicine)

MD Physician Ser-
vices Software Inc.

Nightingale Infor-
matix Corp.

Optimed Software
Corp.

P & P Data Systems
Inc.

Xwave

York-Med Systems
Inc.

& gystems

ABELMed EHR-EMR/PM
viiP

Globe Med v1.0°
Universal eHealth MD
(UHM) v5.0°

EliteCare v6.7

Sunrise Ambulatory Care
EMIS system

Centricity

HS Practive v4.0

JonokeMed 5.1°

OSCAR v9.06 (sometimes
known as OSCAR McMas-

ter) b

PS Suite v5.1 P

Nightingale On-Demand
v8.3"

Accuro

Clinic Information System
(Clinic/Enterprise/Practice

Editions, v.7.4.5) b

Bell Aliant xwaveEMR v8
b

York-Med MD Suite
v8.6°

Acute care EHR systems

B Sharp Technolo-
giesinc.

Cerner Corp.

Eclipsys Corp.
QuadraMed Corp.

TELUSHedth Solu-
tions

B Care

PowerChart EMR

Sunrise Clinical Manager
QCPR

Oacis

http://www.abel soft.com/

http://www.al pha-it.com

http://www.al pha-it.com

http://www.clinicare.com/

http://www.eclipsys.com/
http://www.emis.cal
http://www.gehealthcare.com/

http://www.healthscreen.com/

http://www.jonoke.com/

http://oscarcanada.org/ or http://oscarm-
cmaster.org/

http://www.practi cesol utions.ca/in-
dex.cfm/ci_id/47452/1a_id/1.htm

http://www.nightingalemd.ca/

http://www.optimedsoftware.com/in-
dex.php

http://www.p-pdata.com/

http://www.xwave.com/

http://www.york-med.com/

http://www.bsharp.com/

http://www.cerner.com/public/de-
fault.asp?d=18731

http://www.eclipsys.com/
http://www.quadramed.com/
http://tel ushealth.com/en/default.aspx

http://www.webcitation.org/6EPAUNGBO

http://www.webcitation.org/6EP8OzEd7

http://www.wehcitation.org/6EP8eZ5t1

No longer available
No longer available
http://www.webcitation.org/6EP8tnrNO
http://www.webcitation.org/6EP8wsiyc

http://www.webcitation.org/6EPOONOMh

http://www.webcitation.org/6EPI5PrX 5

http://www.webcitation.org/6EP97aVijl

http://www.webcitation.org/6EPOAEQV 5

http://www.webcitation.org/6EPOCAzpP

http://www.webcitation.org/6EPIErrmK

http://www.webcitation.org/6EPIGY kai

http://www.webcitation.org/6EP9Jhe3k

http://www.webcitation.org/6EPOL SAke

No longer available

No longer available
http://www.webcitation.org/6EPORGAzO
http://www.webcitation.org/6EPOUrNsc

@Most of the primary care systems are in fact EMRs, but for simplicity we decided to use asingle term (EHR) throughout.
b System certified by OntarioMD.

Information About System Features

In general, vendors provided little specific product information
on their websites, and this was more pronounced for acute care
vendor websites than primary care sites. As described in Table

http://www.jmir.org/2013/2/e36/
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2, none of the five acute care systems websites presented all
eight IOM system components. On their respective websites,
QuadraMed's QCPR noted seven functionalities, while Cerner’'s
PowerChart mentioned only two. Furthermore, no single
component was seen in al five systems. The importance of
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communication between providers was emphasized, with four
system websites noting some form of secure electronic mail or
messaging, aswell asthe ability to order tests or receive results
electronically. Clinical decision support, such as drug-drug
interactions, was also claimed on four of the five websites.

In contrast, many of the websites for primary care systems
featured seven or all eight of the IOM components. ABELMed,
JonokeMed, OSCAR, Practice Solutions PS Suite, and
xwaveEMR described all functionalities, while another four

Yeung et d

systemswere missing only one component. All 16 primary care
systems met the definitions for the health information and
administration functionalities. Primary care systems generally
presented more components than acute care systems. The least
commonly found component on websites of both types of
systems was information on patient education features, which
generaly consisted of handouts and reference materials to be
given to patients, outlining the details of relevant conditions,
diagnoses, and treatment plans.

Table 2. Core functionalities of EHRs presented on websites (Y =website contains the feature).

Vendor (System) Hedlthin-  Reqtd  Order Decision  connect® Patient sup- A gmin® Reports Total
fo? entry®  support® port’
Primary care EHR systems
ABEL Soft (ABELMed) Y Y Y Y Y Y 8
Alphal T (GlobeMed) Y Y Y Y Y - 7
Alphal T (UHM) Y Y Y Y \4 - 7
Clinicare (EliteCare) Y Y Y - Y - Y - 5
Eclipsys (SunrissAmbulatory Y - Y Y Y - Y - 5
Care)
EMIS Y Y Y Y - Y - 6
GE (Centricity) Y - Y - - Y Y 5
Healthscreen (HS Practice) Y - - - - - Y Y 3
Jonoke (JonokeM ed) Y Y Y Y Y Y Y 8
Nightingale (On-Demand) Y - Y Y - Y Y 6
Optimed (Accuro) Y Y Y - Y - Y - 5
OSCAR Y Y Y Y Y Y Y Y 8
P& P Data Systems (CIS) Y Y Y Y Y - Y Y 7
Practice Solutions (PS Suite) Y Y Y Y Y Y Y Y 8
xwave (xwaveEMR) Y Y Y Y Y Y Y Y 8
York-Med (MD Suite) Y Y Y Y Y - Y Y 7
Acute care EHR systems
B Sharp (B Care) Y - - - Y - - Y 3
Cerner (PowerChart) - - - - - - 2
Eclipsys (Sunrise Clinical - Y Y - - Y 5
Manager)
QuadraMed (QCPR) Y Y Y - 7
Telus (oacis) - - Y 6
19 15 19 17 18 8 17 13

8Health information & data

b Results management

€ Order entry/management

9 Decision support

€ Electronic communication & connectivity

" Patient support

9 Administrative processes

h Reporting & population health management
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Persuasive Features

Themain findings rel ated to building consumer confidence and
use of direct persuasive strategies for both acute and primary
care vendor websites are discussed in detail below.

Information Building Consumer Confidence

Thefollowing aspects related to building consumer confidence
in the vendors, their websites, and by extension, their products
wereidentified: (1) last date of update; (2) external connections

http://www.jmir.org/2013/2/e36/
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(ie, affiliations with or certification by associations, partners,
and suppliers); and (3) customer support (eg, documentation,
technical support, contact information). Findingsrelated to each
of these aspects are summarized in Table 3. First, the majority
of siteswere updated in 2010, the year in which data collection
took place (11 of 16 (69%) primary care vendors, and 3 of 5
(60%) acute care vendors). Of the seven remaining sites, five
were updated in 2008 or 2009, one was updated in 2007, and
one had no update information.
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Table 3. Means for establishing consumer confidence presented on vendor websites.

Yeung et d

Vendor (System) Last update Affiliates Client support ™
Primary care EHR systems
ABEL Soft (ABELMed) 2010 ONMD 2 MsP 24/7 helpdesk
Alphal T (GlobeMed) 2010 - Client section "
Alphal T (UHM) 2010 - Client section "
Clinicare (EliteCare) 2008 IBM Support section
Eclipsys (Sunrise Ambulatory Care) 2010 - Standard only
EMIS 2010 MSP Hp¢© Standard only
GE (Centricity) 2010 - Customer portal "
Healthscreen (HS Practice) 2008 OMA 9 corp® Physician section "
Jonoke (JonokeM ed) 2009 BBB f, Apple, CHITTA 9, Dell,  Client section"
LaCie
Nightingale (On-Demand) 2010 ONMD 2 Client section ", unlimited tech support, docu-
mentation
Optimed (Accuro) 2010 Clinicare Standard only
OSCAR 2010 ONMD 2 McMaster Not standard; user society, listservs, blog
P&P Data Systems (CIS) 2010 ONMD, Dell, MS®, HPS, Sun  Client section ", remote desktop
Practice Solutions (PS Suite) 2010 cMA M ONMD @ Client portal "
xwave (xwaveEMR) 2009 Bell Aliant, GE', ONMD 2 ITAC Client section ", helpdesk
Headlth
York-Med (MD Suite) 2007 ONMD 2 Helpdesk, webcasts
Acute care EHR systems
B Sharp (B Care) 2009 MSP, sun, client list Standard only
Cerner (PowerChart) 2010 CCHIT! Standard only
Eclipsys (Sunrise Clinical Manager) 2010 - Standard only
QuadraMed (QCPR) na HIMSSK, AHIMA! Client section "
Telus (oacis) 2010 - Only phone, email
&OntarioMD
b Microsoft

¢ Hewlett-Packard

d Ontario Medical Association

€ College of Ontario Family Physicians

" Better Business Bureau

9 Now ITAC Health

N Canadian Medical Association

" General Electric

I Certification Commission for Health Information Technol ogy
K Healthcare Information and Management Systems Society

I American Health Information Management Association

M Client support includes standard contact information (phone, email, mailing address, optional fax) unless otherwise stated.

" Viewer must be logged in.

Second, most vendors noted affiliations with technology
companies or health-related associations on their websites. Six
vendors did not have any affiliates or partners listed. Of the

three acute care vendors who mentioned other organizations,
Cerner and QuadraMed listed American health care associations
(the Certification Commission for Healthcare Information
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Technology and the American Health Information Management
Association, respectively). The third vendor, B Sharp, listed
affiliations with technology companies such as Microsoft and
Sun and displayed a client list of Ontario health care
organizations.

Eight of thetwelve primary care vendors with systems certified
by OntarioMD (67%) mentioned this certification. However,
this certification was not emphasized by most vendors and was
separated from information about the system or mentioned only
as a news item; only ABELMed conspicuously displayed the
OntarioM D logo on its homepage. Seven primary care vendors
listed affiliations with technology companies such as Dell and
Microsoft. A number of health organizations were seen aswell,
such as the Ontario Medical Association (Healthscreen) and
CHITTA/ITAC Health (Jonoke and xwave). Additionaly, the
Canadian Medical Association and McMaster University are
unique in that they are the parent organizations of Practice
Solutions and OSCAR, respectively.

All vendors but two provided “standard” contact information
on their websites (phone number, online contact, mailing
address, and possibly afax number). The two that did not were
OSCAR, which does not have a central location or head office,
and Telus, which provided only a phone number and email
address. OSCAR did not provide conventional contact
information, but as an open source project there are listservs
and blogs providing online support. Free membership in the
OSCAR User Society was also encouraged to connect with
other users, and the software source code is freely available.
Third-party service providers support OSCAR implementations
on apaid basis[18].

Of the acute care vendors, only QuadraMed went beyond the
standard information to include aclient-only section. In contrast,
a number of primary care vendors mentioned providing 24/7
support in the form of phone lines or online help. One vendor
(York-Med) advertised regular continuing education webcasts

http://www.jmir.org/2013/2/e36/
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for clients. Thirteen of the 16 vendors (81%) provided some
sort of client-only section on their website, presumably
containing documentation and resources.

In order to give potential customersabetter ideaof their product,
some vendors provided a demonstration of their system
interface. Six websites posted only screenshots, three posted
videos that were only available to viewers who logged into the
site, and four had publicly available video demos. Of these four
(AlphalT UHM, OSCAR, Practice Solutions PS Suite, and
xwaveEMR), only Alphal T UHM and OSCAR went beyond a
slideshow format and showed the system in active use. Thefull
version of OSCAR can also be freely downloaded.

Direct Persuasive Strategies

The main categories of direct persuasive strategies used by
vendors that emerged from the data were; (1) directional text
(ie, text that encourages the user to identify with the system
through the use of possessives, such as “your organization” or
“your patients’); (2) customer testimonials; (3) online product
demonstrations; and (4) topics addressed (general discussion
topicsaround EHRs such as privacy and security concerns, cost
savings or return on investment, and digitization of existing
records). Table 4 provides an overview of vendors' use of these
direct persuasive strategies. Most vendors had some form of
testimonial on their website. Seven of the 21 systems (33%) did
not have testimonials, but three of those had space set aside for
future testimonials. Of the 14 systems with testimonials, 12
were for primary care systems. Only two of the acute care
vendors had testimonials (B Sharp and Telus), and one of these
was on a PDF brochure instead of on the webpage itself. The
most common form of testimonia was ashort quote, often with
part or al of the user's name and organization. Some vendors
extended the testimonialsinto case studies, going morein-depth
into the client’s practice and implementation. EMIS and Telus
each used a video testimonial instead of text.
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Table 4. Direct persuasive strategies employed on vendor websites 2.

Yeung et d

Client Testimonials

Short
Text

Blank
Page

Vendor (System) Long Video

Text

Product Demos

Image

Topics Discussed

Video  Mock Site 1b o,c  ad Total

Primary care EHR systems
ABEL Soft (ABELMed)
Alpha T (GlobeMed)
Alphal T (UHM)

Clinicare (EliteCare)

Eclipsys (Sunrise Ambulatory
Care)

EMIS

GE (Centricity)
Healthscreen (HS Practice)
Jonoke (JonokeM ed)
Nightingale (On-Demand)
Optimed (Accuro)
OSCAR

P& P Data Systems (CIS)
Practice Solutions (PS Suite)
xwave (xwaveEMR)
York-Med (MD Suite)
Acute care EHR systems
B Sharp (B Care)

Cerner (PowerChart)

Eclipsys (Sunrise Clinica
Manager)

QuadraMed (QCPR)
Telus (oacis)
Total

N N N N W

N ool R~ O DN A~ BN

< < <

10 10 10

8| abels: Y: Website contains feature; O: Website contains feature, but viewer must be logged in; — Website does not contain feature.

by Quality of care

€ 2: Integration/interoperability

d'3: Costs/Return on investment

€ 4: Practice efficiency/productivity

The use of text speaking directly to the intended audience was
prevalent across vendor websites, with the single exception of
the QuadraMed site. Other sites discussed their systems in
relation to “your practice” and “your organization”. Some
primary care vendors described featuresfrom aclinician’s point
of view, using statements such as “you can easily draw
pathology” (ABELMed) or “you [can] add sketches or pictures
toarecord” (JonokeMed). Thisdirectional text, combined with
the use of testimonials, made it clear what audience each site
intended to reach. The acute care vendors directed their sitesto
health organi zation executives and administration, or the people
within the organization responsible for selecting and purchasing
institutional software. In contrast, primary care siteswere aimed

http://www.jmir.org/2013/2/e36/

very directly at physicians who owned their own practices or
were part of asmall group practice.

All of the vendors, except for Clinicare, went beyond
system-specific issues and included general discussions
surrounding the adoption of EHRs and implicationsfor practice.
Topics discussed by acute care EHR vendors included
integration of data within an organization or with external
organizations, and the resulting improvementsin quality of care,
resource efficiency or productivity. Primary care EHR vendor
websites discussed the impact of EHR adoption on practice
administration and workflow. Related to this, a number of
vendors emphasized the training and support they provide to
ease the transition and ensure that physicians are able to use
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EHRs comfortably. Several vendors stated that paper charts
could be scanned into the system. Finaly, nine of the primary
care EHR vendors (56%) discussed the potential cost savings
and return on investment. While none of the vendors quoted a
pricefor their product (except for OSCAR, whichisfree), many
stated that their systemswould help offset costs through efficient
billing and administration, eg, “Feefor Service physicians...will
see an immediate improvement in cash flow, which can lead to
significant savingsto the practice over time” (ABELMed Inc).

Comparison of Vendor Websites and OntarioM D
I nformation

The overlap between the information on vendor and OntarioM D
websites for the 12 certified primary care systems is presented
in Table 5. Vendor websites only contained a subset of the data
gathered from the OntarioM D site; none of the vendorsincluded
all of their OntarioMD information on their own website. Of
the 14 points of comparison between the OntarioMD data and
the vendor websites, only the inclusion of templates and

Table5. Information overlap between OntarioM D and vendor websites.

Yeung et d

bilingual interfaces are fully represented in both data sources.
For al of the other categories, the vendor websites were less
complete than the OntarioMD site. None of the data missing
from the OntarioM D information were subsequently found on
vendor websites, and the vendor websites often did not go into
as much detail as OntarioMD did. This was particularly
noticeable for technical configuration specifications, which
were broken down into optimal implementations for three
specific scenarios in OntarioMD. Sites that provided
configuration details, such as OSCAR and ABELMed, tended
to provide general guidelines regarding compatible equipment
and leave details such as the number of computers required to
the discretion of the practice. Notably, a number of categories
from OntarioMD website are not truly applicable to OSCAR,
which is an open source system. Although it lists McMaster
University as its vendor in OntarioMD, this is not the same
vendor-product relationship as other systems, since third-party
providers would handle services such as remote server
management and backup.

Source (Ontario MD or Vendor)

System Information OntarioMD only Both Neither
Size of User Base 4 6 2
Training Program 4 8 0
Support Program 3 9 0
Frequency of System Upgrades 8 4 0
Conversion of Electronic Data 6 6 0
Health Card Validation 5 7 0
Data Entry Templates 0 12 0
Bilingual Interface 0 2 10
Clinical Coding Systems 2 10 0
Configuration Specifications 8 4 0
Remote Server Management 6 6 0
Member of aVendor Collaborative Network 2 1 9
Health Canada Medical Device Licensing 1 1 10
CanadianEMR Rating 9 1 2
Total 58 77 33
Discussion potential offerings and gain basic how-to and principle

The main finding of this study is that vendors, especialy of
acute care EHRSs, provide little product-specific information on
their websites. Instead, they try to create favorable attitudes
towards EHRs in general, and their products in particular, by
other means such as customer testimonials and use of language
directed at potential adopters. Obviously, vendor websites are
only one source of information about EHRs. Other sources
include advertisements in professional journals, salespeople,
and peers[2,3,19] . However, the Internet is often thefirst place
peopl e turn to when they seek information about aproduct [20].
Potential EHR adopters are likely to turnto it at the knowledge
stage of the innovation-decision process to become aware of

http://www.jmir.org/2013/2/e36/

knowledge. Therefore, the dearth of product specificinformation
on vendor websites could render potential adopters unable to
evaluate the various offerings and reach an informed adoption
or rejection decision. In particular, the lack of screen captures
and demos could make it hard for potential adopters to assess
the ease of using the system. Screen captures and demos may
also help in forming amental model of the system [21,22] and
thus gaining principle knowledge.

In other domains, many software vendors providetrial versions
of their products. Often, fully functional softwareisfreeto use
for alimited time (eg, SPSS [23]; McAfee Antivirus [24]). In
other cases afree “demo” version with limited functionality is
provided (eg, RealPlayer [25], Mawarebyte Anti-Maware[26])
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[27]. Interestingly, except for OSCAR, which is free, neither
of these free trial options was offered by any of the vendors.
Thismay bedueto vendors' reluctance to expose their products
to competitors. Additionally, to fully function, EHRs often need
to interface with other systems such as laboratory and
back-office (eg, billing) [20]. This interoperability may not be
possible with free trial versions and, therefore, vendors may
prefer live on-site demonstrations over providing a free trial
demo. Nevertheless, the lack of trial versions may, to some
extent, hinder EHR adoption.

Second, we found that vendors of primary care EHRSs provide
more information about their products on their websites than
vendors of acute care systems. This could be explained by
differencesin procurement processes. |n hospitals, procurement
often involves a request for information or proposals (RFI and
RFP, respectively) [28]. Vendors may provide detailed
information about their products in their responses to RFIs or
RFPs and therefore do not feel the need to include it on their
websites. In primary care, it is often independent physicians
who make purchase decisions, for which they review the various
alternatives without going through a formal RFP process [2].
This may also explain why there is often more information on
the OntarioM D website than on theindividual vendor websites:
as physicians must apply for provincial funding through
OntarioM D, thiswould probably bethefirst place they ook for
information, and it provides them with a one-stop shop that
contains standard information on all certified systemsin Ontario.
Vendors know that and therefore may not bother with providing
complete information on their websites.

Limitations and Directions for Future Research

One challenge of working with websites is that they are
extremely dynamic. Changes to websites may include design
modifications, changes to content by the website owner or
creator, aswell as by others (especially with the advent of Web
2.0), changesto thelink structure (both from and to the website),
change of location, or removal of the website [29]. Our study
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captures only a snapshot from 2010, when data were collected.
Since then, many sites have been revamped (eg, Eclipsys has
been merged into Allscripts; xwave was purchased by Bell and
renamed Bell EMR), and some now provide additional
information.

All datafor this study were taken at face value from the various
websites, without accessing the EHRs themselves to verify
claims. Gaining accessto all systemsand producing animpartial
comparison would be avaluable information resource. Related
to this, substituting the comparison criteria that we used (taken
from the IOM) with a different set of criteria, such astechnical
specifications, would also create a useful information resource
that does not currently exist. Additionally, this study included
only systems available in Ontario, Canada, and the findings
may not apply to other jurisdictions. Similar studies in other
jurisdictions could reveal whether our results are indicative of
wider trends. Findly, in this study, we looked only at the
information presented on vendor websites but not at whether
and to what extent it actually affects adoption decisions. It would
be interesting to explore the relationships between information
on vendor websites and actual EHR adoption levels (eg, market
shares). Future research may a so look at what other information
sources and communication channels are used by physicians
and health care organizations in the EHR adoption-decision
process, how these resources affect their decisions, and to
compare this process with other products and industries (eg,
automobile [20]).

Conclusion

To our knowledge, this study is the first systematic attempt to
analyze information presented on EHR vendor websites. Our
findings suggest that vendors use various persuasive means to
create user confidence and affect their perceptions of EHR
systems; however, there is often a lack of specific product
information. Greater transparency and provision of concrete
product information may benefit both vendors and clients.
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Multimedia Appendix 3

ThisPower Point presentation includes screen capturesfrom vendor websitesthat demonstrate systems' interfaces. Screen captures
taken at the time of data collection (August 2010).
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Abstract

Background: Physician-rating websites are currently gaining in popularity because they increase transparency in the health
care system. However, research on the characteristics and content of these portals remains limited.

Objective: Toidentify and synthesize published evidence in peer-reviewed journals regarding frequently discussed issues about
physician-rating websites.

Methods: Peer-reviewed English and German language literature was searched in seven databases (Medline (via PubMed), the
Cochrane Library, Business Source Complete, ABI/Inform Complete, Psyclnfo, Scopus, and 1Sl web of knowledge) without any
time constraints. Additionally, reference lists of included studies were screened to assure completeness. The following eight
previously defined questions were addressed: 1) What percentage of physicians has been rated? 2) What is the average number
of ratings on physician-rating websites? 3) Are there any differences among rated physicians related to socioeconomic status? 4)
Are ratings more likely to be positive or negative? 5) What significance do patient narratives have? 6) How should physicians
deal with physician-rating websites? 7) What major shortcomings do physician-rating websites have? 8) What recommendations
can be made for further improvement of physician-rating websites?

Results. Twenty-four articles published in peer-reviewed journals met our inclusion criteria. Most studies were published by
US (n=13) and German (n=8) researchers; however, the focus differed considerably. The current usage of physician-rating websites
is still low but is increasing. International data show that 1 out of 6 physicians has been rated, and approximately 90% of all
ratings on physician-rating websiteswere positive. Although often aconcern, we could not find any evidence of "doctor-bashing".
Physicians should not ignore these websites, but rather, monitor the information available and use it for internal and ex-ternal
purpose. Several shortcomingslimit the significance of the results published on physician-rating websites; some recommendations
to address these limitations are presented.

Conclusions: Although the number of publicationsis till low, physician-rating websites are gaining more attention in research.
But the current condition of physician-rating websites is lacking. This is the case both in the United States and in Germany.
Further research is necessary to increase the quality of the websites, especially from the patients’ perspective.

(J Med I nternet Res 2013;15(2):€24)  doi:10.2196/jmir.2360
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Introduction

Creating more transparency about the quality of health care
providers has become a major challenge in delivering more
effective and efficient health care quality [1,2]. According to
the theory of Public Reporting (PR), patients are expected to
inform themselves about the quality of participantsin the health
care system (eg, physicians, hospitals, health plans) before
making decisions and selecting health care providers[3-5]. The
newest development within this movement is physician rating
websites, which are gaining popularity among patients [6-8]. It
is noteworthy that there are already PR instruments in place,
such asthe New York State Cardiac Surgery Reporting System
(CSRS) (eg, [9-11], Nursing Home Compare [12], or the
German  Klinikfuhrer ~ Rhein-Ruhr  [13].  However,
physician-rating websites are a consumer-driven alternative
[14]. Traditiona PR initiatives generally assess the quality of
care of health care providers by measuring adherenceto clinical
guidelines, and some also include information on patients
satisfaction[2]. In contrast, the primary focus of physician-rating
websites lies in rating and discussing the performance of
physicians; however, one can also find addresses, opening hours,
and certification of the physicians[2]. Although the usefulness
of physician-rating websites has been seen ascritical [6], greater
importance must be assumed [7,15].

In this paper, we summarize the existing literature on
physician-rating websites based on a systematic review of
published articles. Our objective was to provide a structured,
comprehensive overview of the available evidence on
physician-rating websites. Therefore, we addressed thefollowing
eight topics: 1) What percentage of physicians has been rated?
2) What is the average number of ratings on physician-rating
websites? 3) Are there any differences among rated physicians
related to socioeconomic status? 4) Are ratings more likely to
be positive or negative? 5) What significance do patient
narratives have? 6) How should physicians dea with
physician-rating websites? 7) What major shortcomings do
physician-rating websites have? 8) What recommendations can
be madefor further improvement of physician-rating websites?

Methods

For this review, we adhered to guidelines from the Cochrane
Collaboration [16], the Institute for Quality and Efficiency in
Health Care [17], the Hannoveraner Konsensus [18], and the
NHS Economic Evaluation Database[19]. Intotal, we searched
the following seven databases. Medline (via PubMed), the
Cochrane Library, Business Source Complete, ABI/Inform
Complete, Psyclnfo, Scopus, and 1Sl web of knowledge. Articles
published prior to May 2012 were €ligible for inclusion. We

http://www.jmir.org/2013/2/e24/
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also included commentaries, discussion papers, etc., if published
in peer-reviewed journals. The focus of the article had to deal
with websites on which individual physicians (ie, not entire
hospitals) could be rated.

Our search strategy was segmented into two components (the
search history is available upon request from the first author).
The first component referred to physicians (eg, physicians,
doctors, or health care providers), and the second to onlinerating
websites (eg, rating sites, rating websites, review sites, review
websites, websites to assess, Internet ratings, online ratings,
web ratings, online reviews, opinion websites, experience
websites, online physician ratings, online doctor ratings, online
provider ratings, or public reporting). Search terms included
both singular and plural. Search termsfrom previously published
studies were used (eg, [2,6,14,20-22] and further expanded. To
ensure that relevant documents would not be missed, we also
searched the Internet via Google, Google Scholar, and reviewed
reference lists.

Two authors independently reviewed all papers generated by
the search procedure and assessed their eligibility for inclusion
(discussion between the 2 authors resolved the few
disagreements). They also independently extracted relevant
information from identified articles. Both authors used the same
abstraction form, containing the following elements: authors,
year of publication, country, assessed physician-rating websites,
and theinformation relevant to our questions (see above). Again,
discussion between the 2 authors resolved the few minor
differences that emerged. Due to heterogeneity of the studies,
no study appraisal was carried out. Asaminor requirement, we
defined publishing in a scientific journal with a peer-review
process.

Results

Search Results

The initial search identified 1628 articles. After eliminating
duplicates and a review of titles and abstracts, 260 studies
remained for detailed reflection (see Figure 1). Screening of
referencelists, expert consultation, and Internet searchesyielded
22 additional articles. Finally, 24 articles met our inclusion
criteria. It is worth mentioning that the papers included vary
considerably by inclusion criteriaand focus. Theresultisawide
rangein the number of included studies. Furthermore, all studies
were published either in English or German. We did not find a
study containing an English language abstract in another
language (eg, Spanish, French) during our review process. Most
papers have been published by US (n=13) or German authors
(n=8). Two studieswere published in 2007, five studiesin 2009,
eight in 2010, four in 2011, and five in 2012.
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Figure 1. Search results.
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Library Search (N=1,628)

ABI/Inform Complete=150, PsycInfo=35, Scopus=141,

[Medline (via PubMed)=1,091, the Cochrane Library=5, Business Source Complete=43,

ISI web of knowledge=163]

]

Titles after elimination of duplicates

(N=1,183)

Articles rejected after title/abstract review (N=923)

Full text retrieved (N=260)

Additional articles (references, expert consultation, internet)

(N=22)

Articles screened (N=282)

Articles rejected meeting at least one exclusion criterion
(N=258)

Articles included in the review (N=24)

Question 1: What Percentage of Physicians Has Been
Rated?

First, weinvestigated the number of ratings on physician-rating
websites. One study estimated the number of ratings on
physician-rating websites from anational perspective. Datafor
US physicians obtained from RateMDs showed that 16%
(112,000 out of approx. 700,000) of national physicians were
assessed by January 2010 [7]. Some studies regarded a sample
of physiciansto conduct analyses. Lagu and colleagues showed
that 81 out of 300 Boston physicians had been rated (27%) [2].
In another study, Mostaghimi and colleagues counted that, out
of 250 randomly selected internal medicine physicians, 53
physicians (21%) were rated on Healthgrades, 13 (5%) on
RateMDs, and 1 physician on Wellness (0.4%), respectively.
Most of the 250 physicians had still not been rated
(Hedthgrades: 69%, RateMDs. 61%, Wellness: 98%,
respectively) [23]. In 2009, the percentage of rated physicians
for ten different specialty/region combinations on five German
physician-rating websites varied between 0% (eg, for urologists
in Frankfurt) and 100% (radiologistsin Hannover). The overall
mean percentage of rated physicians was reported to be at
between 3.36% (Patienten-empfehlen-Arzte) and 25.78%
(Medfuhrer), respectively [21]. In a recently published study,
between 3% and 28% of a random sample of physicians had
been rated at least once [24].

Question 2: What Isthe Average Number of Ratings
on Physician-Rating Websites?

Regarding the average number of ratings per physician on
physician-rating websites, results for the American
physician-rating website RateM Ds were reported to be 2.7 mean
ratings (range = 1-103) in 2009 [25] and 3.2 in January 2010

http://www.jmir.org/2013/2/e24/

[7]. Nearly half of the physicians had only a single rating on
RateMDs in 2010, and the number of physicians with five or
more ratings was 12.5% [7]. For a sample of 300 Boston
physicians, 190 reviews had been posted in tota, ie, the mean
number of ratings was 0.63 per physician. If only rated
physicians (n=81) were analyzed, the mean number increased
to 2.35 ratings [2]. Regarding a subsample of 250 randomly
selected physicians in Boston, between one and four reviews
could be found with 29% on Healthgrades, 39% on RateMDs,
and 2% on Wellness, respectively. On Healthgrades, only 3
physicians (2%) had more than five reviews; no physician with
five or more ratings could be found on RateMDs or Wellness
[23]. German results from 2010 show similar findings; the
number of ratings for physician-rating websites was reported
to be 600,000 for Jameda, 450,000 for Doclnsider, 150,000 for
Arztauskunft, and 73,000 for Imedo, respectively. Compared
tothetotal number of physiciansin the German outpatient sector
(approximately 150,000), the highest mean of approximately
four evaluations per physician could be tracked on the website
Jameda[6]. Ancther study determined amean number of ratings
of between 1.1 and 3.9; the maximum number of ratings per
physician varied across the physician-rating websites at between
3and 27 [24].

Question 3: Are There Any Differences Among Rated
Physicians Related to Socioeconomic Status?

There is little evidence available to answer the question of
whether there are differences among rated physicians according
to their socioeconomic status. Only three studies provided
evidence relevant to this question. One previously published
study showed that 74% of rated physicians were male (national
average 72%). It was also shown that physicians who were
board certified, and those who had at |east one paid mal practice
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claim, were more likely to be rated. The authors could further
show that younger physicianswere much lesslikely to berated.
Graduates of more highly ranked medical schools and those of
lower-ranked medical schools were rated with nearly the same

frequency [7].

With respect to subgroups of physicians, Lagu and colleagues
determined the number of rated generaists (37) and
subspecialists (38) to be quite similar [2]. In absolute terms,
primary care physicians were more likely to be rated than other
specialties such as surgeons or obstetrics/gynecologist [7].
Another study showed that nonsurgical subspecialties, as well
as OBGYN (Obstetrics Gynecology) & IVF (in-vitro
fertilization), were most rated (22% and 19%, respectively).
The lowest percentage of ratings was determined for doctors
specialized in physical medicine and general surgery (1% and
2%, respectively) [25]. In relative terms, compared with the
national physician composition, rated physicians were most
likely to be obstetrician/gynecologists (32%). The likelihood
of being rated for other specialties was calculated as follows:
25% of medical specialists, 20% of surgeons, 16% of primary
care physicians, and 7% of physicians classified as other
speciadlists (such as radiologists, pathologists, and
anesthesiologists) [7]. Black et a showed that nonsurgical
subspecialty and internal medicine physicians have been rated
most (28% and 13%, respectively). In contrast, general surgery
and physical medicine physicians have been rated the least (3%
and 1%, respectively) [25]. Also, the numbers of individual
ratings varied across specidty; the highest numbers were
counted for OBGYN and IVF, dermatology, and cosmetic
surgery (mean 4.4 individual ratings) and the lowest for
pediatrics and general surgery (mean 1.8 ratings) [25].

Question 4: AreRatingsMoreLikely to Be Positive or
Negative?

In total, six studies provide information on the results of the
ratings. Two studiesfocused on the US site RateM Dsand found
the overall reviewsto be quite positive. On ascale of 1to 5, the
mean score was reported to be 3.93 [7] and 3.82 [25],
respectively. A comprehensive anaysis of German
physician-rating websites confirmed that most ratings were
positive. Here, the mean rating was between 1.1 and 1.5 (3-point
scale, 1 “good”, 3 “poor”) [24]. When assessing the 10 most
commonly visited US physician-rating websites, the aggregated
mean ratings were as follows [22]: 77 out of 100 when using a
100-point scale (SD 11), 3.84 out of 5 (77%) for sitesusing a
5-point scale (SD 0.98), and 3.1 out of 4 (78%) for sites using
a 4-point scale (SD 0.72). It was further reported that the
percentage of reviewsrated =75 on a 100-point scale was 61.5%,
>4 on a 5-point scale was 57.74%, and =3 on a 4-point scale
was 74.0% [22]. On RateMDs, 45.80% of the physicians
received the best score and only 12% were rated with the worst
score [7]. Other studies do not provide a mean rating but give
further information about the percentage of positive and negative
reviews. Lagu und colleagues did the same when they reported
that the vast mgjority (88%) of reviews were positive, only six
percent were negative, and six percent were neutral [2]. On
Canadian RateM Ds, 70% of the comments were reported to be
favorable and about 30% comments were negative [26].

http://www.jmir.org/2013/2/e24/
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Exploring in more detail, the rating differences between
physician groups was assessed in some studies. Gao et al found
similar mean ratings for physicians in primary care (4.02),
medical speciaties (3.96), surgeon and surgical specialties
(3.89), and obstetrician/gynecol ogists physicians (4.01). They
further demonstrated that physicians listed within the group of
other specialties had lower ratings (3.59) [7]. Others reported
the highest mean scores for pediatricians, general surgery, and
subspecialty surgery (4.22, 4.10, and 4.07, respectively) [25].
Lagu et a determined that generalists and subspecialists had a
similar percentage of positive, negative, and neutral reviews
[2]. Furthermore, male physicians, younger physicians,
board-certified physicians, and those graduating from a top-50
medical school were shown to have statistically significant
better ratings[7].

Question 5: What Significance Do Patient Narratives
Have?

Patients have the choice of writing narrative commentaries in
free text form on 86% of English-language and
German-language physician-rating websites [14]. Physicians
critiques often concern these narratives, as they might provide
the opportunity for doctor-bashing, defamation, etc. However,
obtaining actionable information might help physicians to
change communication style, facility, or staff. Such information
may be better obtained by those narratives, rather than by a
scaled survey displaying numbersor stars. A single quantitative
rating of 1 out of 5 stars does not provide further assistance for
improvement. But, if comments show that the exam roomswere
dirty, then the provider will better understand the low rating
[22].

Numbers on how many physicians have been rated by means
of apatient narrative are quite scarce. According to US evidence,
thereis at least one narrative rating for approximately 17% of
physicians [2]. Alemi and colleagues showed that the mean
number of patient narratives per physician for a sample of 200
rated physicians by means of a patient narrative was 9 (range
from 1 to 57, SD 8.10) [27]. Furthermore, the authors found
that narrativeswere mostly positive (89%) [2]. In another study,
Lopez et a qualitatively analyzed 712 narratives for internists
and family practitioners from RateMDs and Yelp and found
that 63% of the narratives contained positive comments [8]. In
an analysis of 995 narratives from RateMDs, it could be
determined that 69% (688) were praise, 21% (210) were
complaints, and 10% (97) were both [27]. This result was
confirmed by Black et a, showing that positive terms (54.1%)
were more frequent than negative terms (16.0%) [25]. Thereby,
thefive most common positive termswere good, knowledgeable,
best, excellent, and wonderful. In contrast, the most common
negative terminology found was rude, bad, worst, horrible, and
terrible [25]. The mean length of the narratives on RateMDs
was 19.3 words [25]. Finally, Alemi and colleagues coded
narratives with several reasons for dissatisfaction into nine
categories, such as (1) physician-related concerns, (2)
staff-related issues, (3) getting in to be seen, etc. As aresullt,
most comments were related to aspects of category 1 (eg,
doctor’'s advice and treatment, time doctor takes, explanations
provided by the doctor) and category 2 [27].
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Question 6: How Should Physicians Deal With
Physician-Rating Websites?

Many physicians are uncertain about how to deal with
physician-rating websites. Authors seem to agree that
physician-rating websites will play a major role in health care
inthefuture, and physicians should therefore not underestimate,
but instead recognize, the popularity of such websites
[23,25,28,29]. Physicians should be further aware of the fact
that not only patients, but also insurance companies or even
other physicians check these sites; thelatter, for instance, to get
information about job candidates [30].

Physicians should perform “self-audits’ on popular
physician-rating websites to search for available information
[23,30], like their scores [29]. Therefore, it may be helpful if a
staff member monitors these sites on aregular basis. If nothing
else, physician-rating websites often provide incorrect
demographic information (eg, incorrect address, links to old
practices, opening hours), which should be corrected [23,30].
Next, physicians should usetheratingsin order to evaluate their
patients satisfaction [31]. Since existing measures of patient
experiences do not seem to facilitate a good understanding for
health care providers, personalized feedback on physician-rating
websites may be advantageous. Rather than departmental reports
or annual surveys, anonymous | nternet-based reviews may help
health care providers improve the quality of care [25].
Furthermore, measures such as medical training rarely givethe
opportunity to hear what patients want or value because in the
real workplace, disappointed patients rarely tell doctors their
true opinions. So, patients’ true thoughts on what makes agood
doctor, what they value, etc., can be understood [29].

In the case of negative reviews, it is best not to respond online
to try to refute the negative review point by point [30]. Further,
negative reviews may help providers to create a more
patient-centered office environment. Negative interpersonal
reviews underscore the importance of awell-perceived bedside
manner for a successful patient-physician interaction. Staff,
access, etc., affect patient’s reviews as well [8]. However, the
challenges of finding aremedy for negative ratings are daunting.
An alternative option is to treat the problem before it becomes
a problem. The lega company Medica Justice offered to
provide doctors with a contract for treatment that includes a
clauserequiring patientsto ask their doctor’s permission before
posting areview to awebsite[30,32,33] (it isworth mentioning
that the company has since stopped that practice). Another
approach is to politely encourage satisfied patients to submit
their own reviews on the most popular physician-rating websites
[26,30]. Additionally, positive comments from patients should
be posted on one’sown website[30]. Finally, physicians should
not make a referral decision based upon results on
physician-rating websites, as results related to patient
satisfaction and outcome measures are not risk-adjusted and
therefore cannot be regarded as reliable [6].

Question 7: What Major Shortcomings Do
Physician-Rating Websites Have?

Next, we discuss the major shortcomings of physician-rating
websites.

http://www.jmir.org/2013/2/e24/
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Due to incomplete databases, it is shown that many
physicians are not even listed on physician-rating websites
[34,35]. For example, out of a random sample of 298
German physicians, between 75% and 98% of the
physicians could be found [24].

On most physician-rating websites, only a small humber
of physicians have been rated so far [6,23,31,32,35]. As
mentioned previously, only 16% of practicing US
physicians have received at least one rating on RateM Ds
in 2010 [7], and only alow number of physicianshas more
than one rating (eg, only 2% had more than five reviews
on Healthgrades in 2008) [23].

Patient opinions are unstructured, and ratings systems, as
well as the presented information, are different on each
physician-rating website[14,22,24]. One study showed that
35 different dimensions of care were rated on
physician-rating websites [22]. Thus, meaningful
information cannot be provided [31], and conducting
physician-patient review meta-analysis or comparisons is
difficult [24,35].

Thereis still no (gold) standard for surveys implemented
on physician-rating websites for measuring patient
satisfaction [14,24,28]. Some authors suggest that long
surveys with preset questions are missing a great deal of
information and force patients to distort their ideas to fit
the questions asked [27]. In addition, star-rating systems
may be crude and have dubious validity in the way that
different categories are aggregated into an overall score
[33]. One study showed that surveysvary significantly with
respect to certain quality parameters in order to identify a
good doctor’s practice [21].

Although abroad range of information is available on many
physician-rating websites, the data are unlikely to reflect
the quality of a physician. Most information is related to
structural quality and patient satisfaction. Furthermore,
significant measures such as outcomes and patient
satisfaction are not risk-adjusted and, thus, are not likely
to reflect the quality of care, but more the case mix of
patients served [6].

Abuseislikely on physician-rating websites[6,21,28], and
thisleadsto potential damagefor both doctors (defamation)
and patients (misinformation). As individuals can rate
anonymoudly, it isimpossibleto tell if the rater is a patient
or someone posing as a patient [29,32,33]. However, it is
worth mentioning that physicians also seem to manipulate
information on physician-rating websites [2].

Feedback, delivered anonymously, haslimited ability to be
related to specific incidents. So, it is unlikely that a doctor
can learn from posted comments [36].

In case physicians disagree with a comment, they may not
be able to respond to negative reviews, as they are bound
by privacy laws and a duty to preserve the confidentiality
of patient information [29,37]. In addition, only a few
physician-rating websites allow physicians to respond to
negative comments [37].

There is still a great lack of evidence of physician-rating
websites effects on physicians performance, patient
outcomes, or the public’strust in health care [20]. Thereis
further a lack of knowledge on how physician-rating
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websites might be used by patients, why they are used, and
the usefulness of the information gathered [38].

10. In general, the role of patients as reviewers of health care
quality isstill seen controversialy: one arguesthat patients
are not skilled or knowledgeable enough to assess the
technical quality of carereceived [37,38]. Others state that
patients experience is an important component of
measuring the quality of care[38].

Question 8: What Recommendations Can Be Made
for Further Improvement of Physician-Rating
Websites?

Several strategies have been suggested for further improvement

of physician-rating websites. These address some of the
limitations mentioned above:

1. Some authors discuss whether a simple One Feedback
Question containing a single question such as “Would you
recommend Dr X to aloved one?’ may be as useful asthe
multitude of specific questions. The authors base their
recommendation on the fact that thereis ahigh correlation
between the overall rating and the other dimensions of care
rated [22]. Alemi et a suggest a 2-question survey: the
“Minute Survey”. The first question asks patients to rate
their overall experience. The second question asks: “Tell
us what worked well and what needs improvement” [27].

2. Many surveys on the physician-rating websites should be
revised to improve the usefulness of theratings[21]. Here,
certifications from professional societies and public
institutions entailing not only formal and legal standards,
but also specifications for a suitable representation and
operationalization of patients' experience and satisfaction
were proposed. Therefore, a transparent process allowing
participation by various stakeholdersis essential [14].

3. Narrative comments to allow patients to write in specific
feedback should be integrated in order to: (1) enable
peer-to-peer communication amongst users [24], and (2)
provide physicians with actionable information for change
(see above) [22].

4. Petient narratives should be moderated, ie, there should be
an option for the health care provider to comment on the
rating [32,33,37]. Only then could a feedback loop be
generated between patients and providersthat would create
value for both patients and providers [33,37].

5. Additiona information should be considered on the
physician-rating websites such as number of published
scientific articles, outcome measures, clinical quality related
to quality indicators, numberstreated with acertain disease,
etc. [6,28]. Medical malpractice information should be
addressed if the information source is recognized as
authoritative (eg, licensing boards) [32]. Outcome measure
scores must be risk-adjusted [6].

6. A minimum number of ratings (eg, 5-10) should be
determined before publicationiscarried out [6,20,37]. This
would reduce the impact of extreme opinions, and peer
review would allow for the differentiation and elimination
of defamations [20].

7. Certain quality strategies should be established to advance
measures against fraud [21], eg, to remove ratings when
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meeting certain conditions—an IP address is traced to a
medical practice, alot of postings appear to come from the
same source [33], or to apply adequate word filters and
manual provider review before publication [21].

8. Quality standards for physician-rating websites should be
considered by the providers of the websites. An example
of this would be the quality criteria list developed by the
German Agency for Quality in Medicine (AZQ), containing
40 questions and defining main quality standardsregarding
data privacy, transparency in terms of operators and
funding, a clear and understandable assessment procedure,
etc. [31].

9. physician-rating websites should be specifically tailored to
the needs of vulnerable subgroups of the population.
Preferably, aspects such as accessibility and the clarity of
information should be improved [20].

10. Rulesof behavior should be stated on each physician-rating
website [37]. One example can be found on NHS Choices
(eg, Category 12 Conduct, b. Postings should relate to your
own personal experience).

Further recommendations advisethat inappropriate content must
be edited, users must register with an email [37],
physician-rating websites should not contain advertising or
official messages, as consumers value independence [38], and
that ratings must be transmitted to the provider, abeit
anonymously [38].

Discussion

Physician-rating websites have been gaining much attention in
many industrialized countries recently [7]. Discussions about
prevalence of these websites, current usage, the main
shortcomings, whether physicians have to worry about these
rankings, and how physicians should handl e these websites have
frequently been raised. The aim of this review was thus to
provide an overview of the empirical evidence and expert
opinions, which were published in peer-reviewed journals. This
paper adds to the literature by summarizing published
knowledge with respect to eight ex-ante defined questions,
which are deemed important in this context. To our knowledge,
this is the first detailed systematic review related to
physician-rating websites.

Question 1: What Percentage of Physicians Has Been
Rated?

Five papers were identified, and they all concluded that only a
small percentage of physicians have been rated so far on a
physician-rating website (eg, 16% of US physicians on
RateMDs). As a result, the ratings shown are not likely to be
representative of average patient experiences or consumers
[6,23,29,30,36,37]. However, physician-rating websites have
been gaining an increasing number of ratings over thelast years
(a 100-fold increase in the United States from 2005 to 2010)
[7]. Onereason for the low usage might be that patients are still
unaware of these websites. A representative survey of 2048
German citizens showed that only 10% of respondents had used
physician-rating websitesin 2011; however, the number in 2010
was only 7% [39].
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Question 2: What Isthe Average Number of Ratings

on Physician-Rating Websites?

Regarding the mean number of ratings on physician-rating
websites, US results were reported to range between 0.63 [2]
and 3.2 ratings per physician [7]. German results ranged between
0.5 and 4 ratings per physician [6,24]. Thereby, most ratings
aregivenfor alow percentage of physicians, meaning that most
physicians still remain unrated and those rated have a larger
number of ratings. A large US study reported that half of the
physicianshad only asinglerating, and the number of physicians
with five or more ratings was 12.5% on RateM Dsin 2010 [7].
Consequently, the benefit of such sitesfor patients still remains
limited because more physicians must be rated. The mean
number of ratings has to increase to provide alarger benefit to
society. However, this might be solved with an increasing
awareness level of rating portals.

Question 3: Are There Any Differences Among Rated
Physicians Related to Socioeconomic Status?

Intotal, three studies provided evidence on thisquestion. Certain
factors seem to increase the likelihood of being rated on a
physician-rating website, such asbeing older, being male, being
board certified, and having at least one paid malpractice claim.
Furthermore, some specialties such as primary care physicians
and obstetrician/gynecol ogists seem to influence the likelihood
of being rated [7]. Specifically, this includes physicians who
have more direct patient contact or those who treat population
groups who are more likely to use the Internet actively, such as
ayounger and female patient population [7].

Question 4: AreRatingsMoreLikely to Be Positive or
Negative?

Some authors expressed concerns whether physician-rating
websites might become a channel for disgruntled patients [7].
However, this cannot be confirmed, since international results
showed that most ratings express a positive opinion about
physicians. One US study determined 88% positive, 6%
negative, and 6% neutral ratings[2]. A comprehensive US study
confirmed this by showing the mean ratings according to
different scoring scales [22]. In sum, studies confirmed that
most reviews are on the extreme end, meaning either positive
or negative. The studies suggest that most ratings are positive
and therefore that some physicians concerns may be
exaggerated [37].

Question 5: What Significance Do Patient Narratives
Have?

Our results show that, up to this point, a low number of
physicians have been rated by means of a patient narrative; one
US study reported a number of 17% [2]. Furthermore, most
opinionsin narratives are positive (numbers range between 63%
and 89%, respectively) [2,8,27]. Physicians' concernsare about
“doctor-bashing”, defamation, etc. However, no evidence has
been found to sustain this concern. Adequate measures seem to
be in place before comments are published. German
physician-rating websites were reported to have implemented
adequate word filters, manual provider review, etc. [21], which
seem to be effective. Thus, therisk of defamation of physicians
in patient narratives seems to be low. Furthermore, it is worth
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mentioning that physicians a so seem to manipulateinformation
on physician-rating websites [2].

Question 6: How Should Physician Deal With
Physician-Rating Websites?

According to the literature, physician-rating websites might
play a mgjor role in future health care; therefore, physicians
should not underestimate, but instead recognize, the popularity
of such websites [23,25,28,29]. We showed that getting an
overview of the physician-rating websites is recommended, as
well as staying on top of the availableinformation on aregular
basis. However, no general guidelines are available on how to
deal with physician-rating websites. While some may continue
to ignore physician-rating websites (due to higher age, little
engagement, etc.), others may seek thisinformation in order to
beinformed, and still otherswill try to obtain as many positive
reviews as possible.

Question 7: What Major Shortcomings Do
Physician-Rating Websites Have?

While some flaws are of minor importance, there are al so some
very major ones. In our estimation, the most important flaw is
that physician-rating websites are not able to identify the best
physician for a specific intervention or disease. Therefore, the
information provided isboth too little and not (disease) specific
enough. However, it should be debated whether physician-rating
websites are really supposed to achieve that. It is more likely
that physician-rating websites can give some limited impression
of, and only of, patient satisfaction and some structural
information. But even these results have to be viewed with
caution [6,21,28].

Question 8: What Recommendations Can Be Made
for Further Improvement of Physician-Rating
Websites?

Frequently discussed improvement recommendations relate to
the feedback survey. Some argue that along and detailed survey
is necessary to assess the quality of care received. However,
the more questions a patient has to answer, the less likely they
areto complete the survey [22]. Therefore, asingle question is
supposed to be sufficient. However, internationally established
and validated instruments, such as the Patient Satisfaction
Questionnairefrom RAND Health (50 items), are more detailed
and contain more questions to derive specific results.
Consequently, from aresearcher’s point of view, the application
of validated instruments should be preferred.

It also seems to be the predominant opinion that narrative
comments should be integrated on physician-rating websites
[22,24]. Of course, this also means that the physician-rating
website provider has to establish certain quality measures.
However, from the point of view of a patient or physician, the
benefits justify it. If physician-rating websites are intended to
provide real support to patients, then additional information has
to be integrated on the websites, and outcomes must be
risk-adjusted [6]. For other sectors of health care (eg, hospitals),
risk-adjusted outcome measures are increasingly available. In
Germany, the Aqua Ingtitut (www.sqg.de) provides quality
indicator data about most German hospitals, and a growing
segment of this datais available for PR. In the United States,
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the Centers for Medicare and Medicaid Services (CMYS) offer
the website, Hospital Compare. Thus, in the outpatient sector,
both outcome information and ratings from patients are
available. However, measures about physicians are less
available. In Germany, the Aqua Institut has recently started to
collect outcome measures about physicians. In the United States,
the CMS recently launched Physician Compare, a website
publishing data on quality measures for covered professional
services provided to Medicare beneficiaries. Consequently, we
expect a growing number of risk-adjusted outcome quality
indicatorsto be available in the future for PR about physicians
quality aswell.

Limitations

Our systematic review has several limitations. It was based on
searchesin seven databases, and weincluded articles containing
at least an abstract in English. So, it is possible that additional
papersexist that were not included. We further concentrated on
papers dealing with websites on which individual physicians
can be rated. Consequently, knowledge coming from the
assessment of websites on which provider organizations or
entire hospitals can be rated is not included in our review. Due
to the time constraints of our research (up to May 2012), it may
bethe case that some recently published papersare not included.
By focusing only on peer-reviewed literature, we may have
missed information in the grey literature that could also have
been of interest in attempting to answer some of our questions.
Furthermore, due to study heterogeneity, we did not carry out
any study appraisal. Before conducting this review, we
conducted some interviews with physicians, patients, and
physician-rating website providers to get an impression of
important questions. However, there may be other relevant
guestions to discuss, which we did not identify.

Conclusions

To our knowledge, this is the first systematic review of
physician-rating websites. Our research shows that the current
usage of physician-rating websites, with respect to the number
of ratings, is still low but is increasing. Most ratings express
positive opinions; this is true for the results of both
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