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Abstract

Background: In recent years, there has been a growth in work on the use of information extraction technologies for tracking
disease outbreaks from online news texts, yet publicly available evaluation standards (and associated resources) for thisnew area
of research have been noticeably lacking.

Objective: Thisstudy seeksto createa” gold standard” data set against which to test how accurately disease outbreak information
extraction systems can identify the semantics of disease outbreak events. Additionally, we hopethat the provision of an annotation
scheme (and associated corpus) to the community will encourage open evaluation in this new and growing application area.

Methods: We developed an annotation scheme for identifying infectious disease outbreak eventsin news texts. An event—in
the context of our annotation scheme—consists minimally of geographical (eg, country and province) and disease nameinformation.
However, the scheme also alows for the rich encoding of other domain salient concepts (eg, international travel, species, and
food contamination).

Results: Thework resulted in a 200-document corpus of event-annotated disease outbreak reports that can be used to evaluate
the accuracy of event detection algorithms (in this case, for the BioCaster biosurveillance online news information extraction
system). In the 200 documents, 394 distinct events were identified (mean 1.97 events per document, range 0-25 events per
document). We also provide a download script and graphical user interface (GUI)-based event browsing software to facilitate
corpus exploration.

Conclusion: In summary, we present an annotation scheme and corpus that can be used in the evaluation of disease outbreak
event extraction algorithms. The annotation scheme and corpus were designed both with the particular evaluation requirements
of the BioCaster system in mind as well as the wider need for further evaluation resources in this growing research area

(J Med Internet Res 2010;12(3):e43) doi:10.2196/jmir.1323

KEYWORDS

Biosurveillance; disease outbreaks; natural language processing; corpora; text mining; information extraction; public health
informatics

: the semantics of such a system is to construct an event frame
Introduction (ie, template), which isthen associated with each outbreak event

The need for computational tools for the tracking of emerging N @ sample of news documents (the nature and scope of
disease outbresks from text has become increasingly important ~ FePortable eventsvaries according to the case definition of each
in recent years [1,2] leading to the development of various SYStém). This paper reports on such a data set—an annotation
machine-aided surveillance systems (eg, Global Public Hedlth ~ Scheme and corpus [9]—developed for disease outbreak event
Intelligence Network (GPHIN) [3], HealthMap [4], BioCaster detection in the context of the BioCaster biosurvellance online
[5], MedISys [6], Pattern-based Understanding and Learning MeWsinformation extraction (IE) system [10,5].

System (PULS) [7], and EpiSPIDER][8]). One way to evaluate
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We believe that a focus on event extraction offers additional
advantages to methods based solely on information retrieval
(IR). Traditional IR systems alow us to identify reports based
on the presence or absence of disease termswhereas event-based
| E approaches enable us to dig deep into a report’s semantics.
The mere presence of a disease term in a text should not
necessarily lead us to the conclusion that the report contains
pressing information about an outbreak. Indeed, Steinberger et
al estimated that 63% of documents selected using traditional
IR techniques do not contain outbreak events[11]. For example,
vaccination campaigns, medical research results, and public
health advice often occur in newstextsand arelikely to generate
false positives if we rely solely on IR to identify documents of
interest. An event-based strategy facilitates the exclusion of
nonrelevant documents from further processing and could form
the basis of more sophisticated text mining and visualization
while providing richer outbreak data for end users. Note that
the event-based approach suggested here requires antecedent
document selection and named entity recognition (NER)
modules (ie, a pipeline with a document selection module
inputting relevant documents to an NER module before this
output is piped to an event extraction module). In the case of
the BioCaster system, the document selection module has a
particularly important “gate-keeping” function as the system
accepts input from over 1700 RSS feeds—far too many
documentsto subject to the computationally intensive NER and
event extraction processes [10].

The event annotation scheme aims to identify each infectious
disease outbreak event in agiven text with its associated disease,
time, location (at various levels of granularity), and other
relevant information. An annotated corpusis necessary in order
to evaluate the performance of the current BioCaster |E system
and also serves as a test bed for the development of new
biosurveillance-specific | E algorithms and techniques. Further,
the provision of areusable resource facilitates further work on
disease event extraction and encourages the devel opment of the
field, asit has been shown that the provision of such resources
(often in conjunction with organized “challenge evaluations”
similar to, for instance, the Text Retrieval Conference (TREC)
Genomics Track [12]) has increased research momentum for
other |E tasks [13].

Previous work on evaluation for disease outbreak report IE
systems has focused on disparate aspects of performance. For
example, Blench [14] found that the GPHIN system identified
56% of the outbreaks verified by the World Health Organization
(WHO) over athree-year period, while Freifeld et al [ 15] found
that the HealthM ap system successfully classified 84% of reports
by disease and location over a one-month period. Kawazoe et
al [16] reported that the BioCaster system’'s NER module
achieved an F-score of 76.97, whilefor the PUL S system (which
is an event extraction system that relies on input from the
MedISys IR system), it is estimated that approximately 72% of
the extracted events are correct [11]. While this kind of
evaluation work isimportant for system devel opers, the obvious
difficulty in comparing reported results illustrates the need for
a community-wide data set for algorithm testing.

The structure of the paper is as follows. First, we describe the
event annotation scheme we developed, then, we set out

http://www.jmir.org/2010/3/e43/
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agreement statistics before finally presenting a description of
the corpus and associated software.

Annotation Scheme

Each document is associated with zero or more event frames
reflecting the number of outbreak events described in the text
(A full description of the annotation scheme, and all associated
software can be downloaded from the project Google Code site
[9]). The event frames are designed to capture the properties of
outbreak reportsthat are of interest to public health expertsand
epidemiologists. Event frames are formatted in extensible
markup language (XML) (see Figure 1) and consist of property
names and their associated values derived from the document
source (eg, HAS DISEASE, “Ebola’). Reports have already
been tagged for named entities such as person names, disease
names, location names, and so on (twelve in total) using an
ontology-based annotation scheme developed specifically for
the disease outbreak domain [16]. Property names are of two
types. First, entity properties arefilled with appropriate entities
derived directly from the text of interest (entity properties are
conceptually similar to Message Understanding Conference
(MUC) style “string fills”). For example, the HAS DISEASE
property could only have the value “polio” if “polio” istagged
as an entity in the document. Second, fixed slots (equivalent to
MUC-style “set fills") take prespecified values of a restricted
kind (normally simply Boolean true or false values), and, unlike
entity values, areinferred from the document. For example, the
INTERNATIONAL_TRAVEL property accepts only Boolean
values.

The following are the entity properties (which are filled by
named entities) and their definitions:

« HAS DISEASE: disease that caused the outbreak (eg,
Ebola)

«  HAS LOCATION.COUNTRY: country wherethe outbreak
occurred (eg, United States, Indonesia)

« HAS LOCATION.PROVINCE: province in which the
outbreak occurred (eg, Kanagawa, New Hampshire)

«  HAS LOCATION.OTHER: other geographical location
(eg, Balkans, New England)

« HAS AGENT: agent (pathogen) of the disease (eg, HIV)

Thefollowing arethe “fixed” dots (which areinferred fromthe
text and take prespecified values) and their definitions:

« HAS SPECIES: human or non_human

- TIMErelative: historical (more than three months ago),
recent_past (between two weeks and three months ago),
present (within the last two weeks), and hypothetical

« ZOONOSIS: has species transfer occurred? (Boolean)

- DRUG_RESISTANCE: is the disease drug resistant?
(Boolean)

« NEW_TYPE _AGENT: is the disease a new strain?
(Boolean)

« ACCIDENTAL_RELEASE: hasthe disease been released
accidently? (Boolean)

- INTERNATIONAL_TRAVEL: is
involved? (Boolean)

international  travel

JMed Internet Res 2010 | vol. 12 | iss. 3 [e43 | p.4
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«  FOOD_CONTAMINATION: is the outbreak caused by
contaminated food or water? (Boolean)

«  HOSPITAL_WORKER: areany victimshospital workers?
(Boolean)

- FARM_WORKER: are any victims farm workers?
(Boolean)

« MALFORMED _ PRODUCT: are contaminated blood
products or vaccines implicated? (Boolean)

http://www.jmir.org/2010/3/e43/
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A working group consisting of the current paper’s authors
developed the annotation scheme over a period of several
months guided by the World Health Organization International
Health Regulations [17] (see Textbox 1) and using advice
provided by the National Ingtitute of Infectious Diseases in
Japan.

JMed Internet Res 2010 | vol. 12 | iss. 3 [e43 | p.5
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH Conway et a

Figure 1. Worked example of event frame construction from raw text. Note that this paper focuses on the construction of event frames from documents
aready tagged for named entities. The named entity tagging process is described by Kawazoe et al [16].

Raw text report

BRC 2007/3/2
Cat death prompts bird £lu  advice, Cat ocwners in countries hit by
bird £flu should keep their pets indoocrs, two agencies imvolwved in co-
ordinating the fight against the virus have sald. The Warld Health
{rganization and the Food and Agriculture Organization's adwvice follows
the death of a domestic cat in Germany of the HSNL strain. The death
is the Buropean Unien's first known <ase of cross-species infection...

Named entity tagged

<00C id="000700" source="BRC" domain="health" subdomain="disease"
date="2007/3/2" relevancy="publish">

<HAME cl="RONHUMAN" transmissicn="false"> a </ /HAME»> death promoiz <MAME
al="DISEASE">bird flu</MAME> acvice. <NAME cl="PERSON" case="falsa"
number="many">Cat cowners</HAME» in countries hit by

<MAME cl="DISERSE">bird [1lu</HAME> 's""l.,;d kaep their pats indoors, Lwo
Agencies invalved in co-Srdinat 5:|'.: Ehe Layhut .-:-:4.-||.|:-'! the virus have said.
The <HAME cl="ORGANIZATION">World -h=-1_'.._"_ Organization</HAME> and the <NAME
cl="0RGANIZATION">Food and Agriculture Jrganization

LIHAME>:s advice follows the death of a

<HAME cl="NONHUMAN"transmission="false"»domesztic cat</NAME> in <NAME
el="LOCATION">Cermany</NAME> of the <HAME cl="VIRDS">H5N1</NAME> strain,.

The death Lz the <HAME 2l="LOCATION"»Eurapean Unicon</HAMER>s first knowsn case
of cross-species infection..

</DoC>

T RRRRRAAANN—EEIEm——I—

Event frame

CEVENT name="0OUTEBRERE™ >
<5LOT name="HAS DISEASE" type="DISEASE" content="BIERD FLU|bird f-_!."" iz
<5LOT name="HAS LOCATION.COUNTRY" Lype="LOCATION" content="Germany" />
<3LAT "-EJ'“H:*—"I-E-E LOCATICHN . PROVIRCE" Lypo="LOCATION" cantent=""/>
<SLOT “:a"nF-—"H.H.S LOCATICN . OTHER" type-"LOCATION" content="European Union"/f=
=5LAT nan |L—"'H.I.E_H.GEHT" type="micre_organism” conbtent="HIN1"/ >
<5LOT name="HAS SPECIES" type="animal" content="pon_ human" ale="",7
<5L0T name="TIME.relative" type="atring" content="Present"/, >
<SLOT name="INTERNATIOMAL TRAVEL" type="Boolean" content="false"/>
<5LOT ﬁaﬂﬂ-“lEEIDEHTLL_REiEJlSE" type="Boalean” content="rfalaa"/ >
<5L4T name="Z00NOSIS" type="Booclean" cc:nte':_t—""rl..n:"f'}
<5LOT name="DRUG_RESISTANCE" typo="Boolean" content="false"/>
<ELOT name="FO0D | T CONTAMIMATION® type="Boolean" content-"falae®/>
<514T na:ns_-:"H.OSFITAI._mE" type="Boolean" content="false"/ >
<5L0T name="FARM WORFER" type="Booclean" content="false"/>
<5LOT name="PRODUCT MALFORMATION" fype="Boolean" content="falae"/>»
«<5LOT name="HEW _TYFE AGENT" type="Boolean" content="false"/ =
<SLOT pname="COMMENT" Lypa="string™ conbent="Cat contractbs HESML"/ >
</ EVENT
T
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Textbox 1. Using the World Health Organization international health regulations (Annex 2 decision instrument) as the basis for an annotation scheme

World Health Organization International Health Regulations (Annex 2 Decision I nstrument)

I'n developing our guidelines, we took inspiration from the World Health Organization's International Health Regulations Annex 2 decision instrument
[17] for building our own decision tree. At the top level, this included general questions such as, "Is the topic of the article mainly about a current
disease outbreak?' and "Are the victims of the disease mainly humans?' These questions were designed to guide annotators in the most obvious stages
of selection. At lower levels, the decision tree we developed touched on issues more central to the Annex 2 decision tree such as known notifiable
diseases (eg, SARS, Smallpox, Poliomyelitis, Cholera, West Nile Virus). The notion of “unusual” or “unexpected” is underspecified in Annex 2 but
would be apparent to a public health expert familiar with the field. We tried to make the notion explicit for our annotators by encoding questions about
the virulence and infectivity of the pathogen, the severity of the reported cases, the involvement of international travel, and drug resistance or

accidental/deliberate release.

Agreement Study and Error Analysis

To gain insight into how consistently the scheme could be
applied and to help pinpoint areas of systematic annotator error,
we conducted a 100-document interannotator agreement study.
We recruited and trained one annotator and compared that
individual’s annotations with those of an annotator who was
involved in the original annotation scheme design process.

Following the recommendations of Wilbur et a [18], we used
percentage scores to assess agreement rather than the kappa
statistic [19]. While some researchers in annotation scheme
design refrain from the use of agreement studies entirely (eg,
[20]), we felt that this exercise would help to draw out any
systematic annotator difficultiesand al so facilitate the debugging
of the annotation scheme and corpus.

We found that the two annotators agreed on the number of
disease outbreak events 67% of the time. However, calculating
agreement at the level of individual properties (eg,
TIME.relative) was not as straightforward as calculating event
number agreement for the following three reasons. (1)
Annotators could identify a differing number of events for a
document. (2) Unless both annotators produced just 1 (or zero)
event frames, we were faced with the problem of aligning
events. (3) The annotation scheme alowed for an arbitrary
number of property values, reflecting synonymous or near

synonymoustermsin the source document. For example, it was
not unusual to see a property/vaue pairing such as
HAS DISEASE="hird fluH5N1Javian influenza."

Therefore, we concentrated our analysis on those 42 documents
where only one event wasidentified per annotator, thusallowing
for a direct comparison. These data are partially summarized
in Table 1, whereit can be seen that the annotators agreed 100%
of the time on DRUG_RESISTANT, FARM_WORKER,
INTERNATIONAL_TRAVEL, and
PRODUCT_MALFORMATION. Agreement was worst for
FOOD_CONTAMINATION and ZOONOSIS. Major sources
of disagreement are summarized in Textbox 2.

Thefixed dot properties, TIME.relative and SPECIES, are not
Boolean and therefore are not represented in Table 1.
TIME.relative had four values (historical, recent past, present,
and hypothetical) and achieved an agreement score of 90.5%
(with the most frequent value being “present”). SPECIES had
two values (human and nonhuman) and achieved an agreement
of 90.2%. More information about the annotation guidelinesis
availablein[9].

The entity properties (eg, HAS LOCATION.PROVINCE,
HAS DISEASE) were filled by tagged entities in the text.
Agreement for HAS DISEASE was 100% and for
HAS LOCATION.COUNTRY was 97.7%.

Table 1. Agreement for 42 documents with precisely one event per annotator (note that only Boolean fixed slot properties are shown)

Agreement for Fixed Slot Properties in Each of 42 Documents

Property Annotator 1 (true)  Annotator 1 (false)  Annotator 2 (true)  Annotator 2 (false)  Agreement (%)
DRUG_RESISTANCE 0 42 0 42 100.0
FARM_WORKER 0 42 0 42 100.0
FOOD_CONTAMINATION 5 37 13 29 714
HOSPITAL_WORKER 0 42 1 41 97.6
INTERNATIONAL_TRAVEL 0 42 0 42 100.0
PRODUCT_MALFORMATION 0 42 0 42 100.0
ZOONOSIS 7 35 12 30 83.0

http://www.jmir.org/2010/3/e43/
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Textbox 2. Sources of disagreement

Event Agreement

On detailed examination of the data, a systematic problem concerning event granularity emerged accounting for the relatively low 67% event agreement
rate. Our analysis showed that the issue of suspected zoonosis (ie, unconfirmed zoonosis or where zoonosis is presented as one possible explanation
for a human disease) was central here. One annotator produced two events (one human, one non_human), while the other annotator only produced
one event (human), ignoring the suspicion of, or speculation about, zoonosis.

Annotator Error

We can distinguish annotator agreement arising from ambiguity in the annotation guidelines from straightforward annotator mistakes. For instance,
there are several examples where the temporal categories, present (within two weeks of the document time stamp) and recent_past (more than two
weeks, but less than three months from the document time stamp), were confused.

Background Knowledge and I nference

For those properties that require an annotator to infer a category from the document (TIME.relative, ZOONOSIS, HAS SPECIES,
INTERNATIONAL_TRAVEL, DRUG_RESISTANCE, FOOD_CONTAMINATION, HOSPITAL_WORKER, FARM_WORKER, and
PRODUCT_MALFORMATION), thereisscopefor incorrect inference. For example, several of the documentsin the agreement study data set concern
cholera. While cholerais spread primarily through water contamination (ie, FOOD_CONTAMINATION), thisis not stated explicitly in thetext. Only
one of the annotators marked these documents as true for FOOD_CONTAMINATION, suggesting that the annotator who marked the property false
was unaware of the primary transmission route for cholera.

but rather selected to represent diseases and geographical areas
of interest to the researchers. Mgjor international news providers
are also represented (eg, CBC, Reuters, BBC) in addition to
primarily Asian or Asia-Pacific news services (eg, Vietnam-net,
Thailand’s The Nation). Documents range from 45 to 1487
words long, with a mean of 305.9 words (without markup).
Document selection was performed by author MC (see corpus
documentation [9] for details).

Corpus Description

The corpus consists of 200 documents (all in English) and their
associated event frames, with documents gathered from avariety
of sources (see Table 2). The largest single source was
ProMed-Mail [21], an expert-curated infectious disease reporting
service. Additionally, documents were not randomly sampled,

Table 2. Corpus document sources (200 documents)

Document Source Number of Documents % of 200
ProMed-Mail 43 215
Reuters 16 8.0
BBC 16 8.0
WHO 41 205
CBS 13 6.5
CBC 17 85
Vietnam-net 12 6.0
Hindustan Times 18 9.0
The Nation (Thailand) 9 45
All Africa 5 25
Xinhua (China) 5 25
Antara (Indonesia) 5 25

Of the 394 annotated events in the corpus, 75.4% describe
human (rather than animal) disease events (see Table 3). Most
of the events identified (81.5%) have been classified as present
outbreaks, athough historical, recent past, and hypothetical
events are also represented. To show the geographical range of

http://www.jmir.org/2010/3/e43/

RenderX

the documents sel ected, the geographical distribution of events
(by country) is shown in Figure 2. Note that the map does not
show the actual distribution of disease events, but rather the
geographical distribution of disease eventsin our corpus.
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Table 3. Event statistics (total number of eventsis 394)

Conway et a

Type of Event Number of Events % of 394
Events involving humans 297 75.4
Events involving food contamination 35 8.9
Eventsinvolving hospital workers 3 0.8
Events involving malformed products 2 0.5
Events classified as present 321 815
Events classified as historical 49 124
Events classified as recent_past 11 28
Events classified as hypothetical 13 33

Figure 2. Distribution of disease eventsin our corpus by country (only countries with 2 or more events shown) (Map produced by GPS visualizer)

Canada Russia
L5 o
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Gh © Thailand
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While we hope that the event frame may form part of the
foundation for a future standard, we recognize that there are
challenges in achieving this goal (see Textbox 3). Further, due
to copyright restrictions, we are unable to distribute the corpus
directly. Instead we have provided two methods for corpus
access. First, a download script (a Perl script that downloads

Textbox 3. Barriers to genera adoption of the event annotation scheme

and cleans all the documents from their original source on the
Web and then associates them with event frames) and a
graphical user interface (GUI) based event browser (see Figure
3) [9]. Note that as of July 2009, only 176 of the original 200
documents were currently available online.

Heter ogeneous Systems and Requirements

The current event frames may not be suitable for al needs. For some users, the knowledge required by event frames may be superfluous (eg, a system
that is solely concerned with identifying cholera outbresk has no need for zoonosis information). For other users, the event frame may not encode
enough information (eg, an event's certainty or uncertainty—unrepresented in our event frame—may be important for system designers). Indeed, it
isconceivabl e that some users may suffer from both these problems. Neverthel ess, we believe that our event scheme providesafoundation for potential
future standards devel opments.

Agreement

The current agreement level for number of events (67%) is not high. However, this result masks the fact that agreement for important entity properties
such asHAS LOCATION.COUNTRY and HAS DISEASE isamost perfect.

Extending to New Genres

The current scheme was designed for news text. It is not clear how well the scheme would extend to other, less formal genres that may contain
information of interest (eg, blog postings and message boards).
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Figure 3. Linux BioCaster corpus event frame browsing tool [9]
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In summary, we present an annotation scheme and corpusthat  presented to the research community in the belief that such
can be used in the evaluation of disease outbreak event resourcescan helpintheformation of an emerging standard for
extraction algorithms. The annotation scheme and corpus are  thisrapidly growing research area.
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Abstract

Thereisan astounding silence in the peer-reviewed literature regarding what rights a person ought to expect to retain when being
represented by an avatar rather than abiological body. Before one can have meaningful ethical discussions about informed consent
in virtual worlds, avatar bodily integrity, and so on, the status of avatars vis-a-vis the self must first be decided. We argue that as
another manifestation of the individual, an individual’s avatar should have rights analogous to those of a biological body. Our
strategy will beto show that (1) possessing aphysical body isnot anecessary condition for possessing rights; (2) rightsare already
extended to representations of aperson to which no biological consciousnessis attached; and (3) when imbued with intentionality,
some prostheses become “self.” We will then argue that avatars meet all of the conditions necessary to be protected by rights
similar to those enjoyed by a biological body. The structure of our argument will take the form of a conditional. We will argue
that if a user considers an avatar an extension of the self, then the avatar has rights analogous to the rights of the user. Finally,
wewill discuss and resolve some of the objectionsto our position including conflictsthat may arise when morethan oneindividual
considers an avatar to be part of the self.

(J Med Internet Res 2010;12(3):€28) doi:10.2196/jmir.1299

KEYWORDS
Autonomy; rights; avatar; virtual world

to bioethics, particularly the treatment of various psychological
disorders including group therapy, patient education, medical
education, research, and so on [1-6].

Introduction

Medica ethics is a fluid field that is constantly evolving in
response to new technological developments. One of the recent
innovations to impact medical ethics is the Internet and the

An individual navigates many of these virtual worlds as a
construct known as an “avatar,” named after the worldly

development of virtual worlds and interactions. Virtual
interactions can be as mundane as a virtual business meeting
or as provocative as the Red Light Center
(www.redlightcenter.com) dedicated to sex. Somevirtual worlds
such as Second Life (secondlife.com) allow for a range of
interactions between individuals similar to those in the
nonvirtual world. Among these interactions are those relevant

http://www.jmir.org/2010/3/e28/
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incarnations of the Hindu gods. Avatars may or may not share
physical similaritieswith the person they represent. Depending
on the world, avatars can be individualized by “virtual plastic
surgery” to emphasize the idealized characteristics of an
individual.

If virtual sex isavailable, can virtual rape be far behind? In the
first six months of 2003, the South Korean police received
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22,000 reports of crimes committed by characters in online
games [7]. In 2007, the Dutch police arrested a 17-year-old,
accusing him of having stolen 4000 Euros worth of virtual
furniture [8], and in 2007, Belgian police opened an
investigation into a man accused of virtual rape and began
patrolling Second Life to prevent crimes[9].

Accusations of virtual crime have forced governments to
consider the legal status of virtual property. Given that virtual
property often has value in the nonvirtual world, it comesasno
surprise that theft of virtual property has been prosecuted as if
it weretheft of material property. What does come asasurprise
is the astounding silence in the peer-reviewed ethics literature
regarding what rights a person should expect to retain when
being represented by an avatar rather than a biological body.
This lack of peer-reviewed literature is particularly surprising
giventheclaimin the existing literature that “[i]t appearslikely
that [onling] gaming and its associated notions of play may
become a metaphor for a range of human social interactions,
with the potential for new freedoms and creativity as well as
new oppressions and inequality” [10]. Before one can have
meaningful ethical discussions about virtual assault, virtual
rape, virtual consent, and so on, the status of avatars vis-a-vis
the self must first be decided.

The ability to experience virtual worlds as an avatar, along with
the ability of others to experience an individual as nothing but
an avatar, requires an examination of the paradigm of what it
meansto be“self,” or, to use the terminology of the philosophy
literature, what it isthat constitutes one’s personal identity [11].
An individual can now have more than one manifestation of a
single consciousness. As new “worlds’ are defined, the
definition of “self” must, and will, change. This article will
defend the thesis that avatars can be thought of as part of the
“self” and as such have rights anal ogous to the rights possessed
by an individual’s body in the nonvirtual world.

Our strategy will be to show that (1) possessing a body is not
anecessary condition for possessing rights; (2) rightsare already
extended to representations of a person to which no biological
consciousness is attached; and (3) when imbued with
intentionality, some prostheses become “self.” We will then
arguethat avatars meet all of the conditions necessary to be part
of “self” and thus should be protected by similar rights as a
biological body. Finally, we will discuss and resolve some of
the objectionsto our position aswell as conflictsthat may arise
when more than one individual considers an avatar to be part
of the self.

We will argue that if a user considers an avatar an extension of
the self, then their avatar has rights analogous to the rights of
the user. It is not our intention to argue that the majority of
individuals currently consider their avatar as part of the self.
Evenif thisisn't currently the case, evidence suggeststhat with
advances in virtual interface technology, more and more users
will cometo identify their avatar as an extension of themselves
[12,13].

Throughout this paper we will use the term “nonvirtual world”
to refer to our corporeal existence instead of the term “real
world.” The term “real world” connotes that other worlds are
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not “real.” This creates a psychological bias minimizing the
“realness’ of virtual worlds.

Arguments

A Physical Body isNot Necessary for L egal Protection
and Having Rightsas a Person

The legal definition of psychological abuse provides evidence
that one need not have a body in the usual sense to have legal
rights. According to the US Department of Health and Human
Services Children’s Bureau, 48 US states have laws against the
emotional abuse of a dependent child. They go on to say that
the “[t]ypical language used in these definitions [of emotional
abuse] is injury to the psychological capacity or emotional
stability of a child” [14]. In Virginia, for example, emotional
abuse can take the form of “ridicule, rejection, intimidation,
ignoring a child, or indifference” [15]. Even though in the
nonvirtual world a consciousness is always tied to a body, a
physical presence (or body) is not necessary for any of theseto
take place. In fact, one can easily envision this type of crime
occurring in a chat room, over the phone, viaemail or even in
aparticularly scathing viral video. Thus, while aconsciousness
isrequired for this crimeto take place, a corporeal body is not.

If the previous exampleis not convincing, awill provides more
direct evidence that having a physical body is not a necessary
condition for possessing rights. A will provides instructions
regarding a deceased individual’s property. Having died, the
author of the will no longer has a physical body nor any kind
of mental activity. Even so, a person’s wishes in regard to his
or her property are binding; that is to say, individuals retain
some amount of postmortem property rights.

In summary, a body is not a necessary condition to possess
rights. And some rights continue even when a consciousnessis
no longer present. This doesnot imply that all inanimate objects
qualify for rights. But in the proper circumstances, which we
will discuss below, an avatar, which has neither a corporeal
existence in the nonvirtual world nor inherent consciousness,
can be a candidate for rights based on being part of the “self.”

Rightsare Already Afforded to Representations of an
Individual

We already afford rightsto some representations of anindividual
that are not connected in a biological sense to the individua’s
consciousness. Consider the case of anindividual with prosthetic
limbs. If these limbs are stolen from a house and destroyed,
they are considered property: a burglary and destruction of
property have occurred. Now consider two cases in which an
individual is attacked. In the first attack (A1), the assailant
misses the intended target entirely. This is unpleasant because
of awareness of potential danger, but there is no bodily harm:
the victim sustained no physical damage. In the second attack
(A2), assumethat the only damage that occurs during the assault
isto the victim’s prosthetic limbs while they are attached to the
individual. Most readers will intuit that A2 reaches a different
level of harm than A1 even though the prosthetic limbs are a
nonbiological manifestation of theindividual. Some moral/legal
change occurs when the prosthetic limbs are attached to the
victim of the assault. Imbuing the limbs with intentionality
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changes the moral status of the limbs from that of inanimate
objects to extensions of the individua to whom they are
attached.

Perhapsamoreintuitive example comesfrom the transplantation
of abiological “prosthesis’ from one person to another. Take
for example, a biological face, hand, or arm graft. These are
prostheses, albeit of a sophisticated nature. Is it the case that
these cannot be a part of the person because they are prostheses
and do not contain the same DNA? Does being part of the * self”
require a prosthesis to contain the same DNA as the user? We
do not believe this to be the case. Rather, the person receiving
the transplanted part gives it intentionality. Otherwise the part
would simply be an inanimate object, unattached, and a
candidate for burial or cremation.

We would argue that a biological prosthesis does not differ
fundamentally from a sophisticated mechanica arm or a
functional prosthetic mechanical eye. The difference between
abiological prosthetic arm and a nonbiological prosthetic arm
isone of degree and not of kind. Both are prostheses and devoid
of rights (as a person) unless given intentionality. As future
nonbiological prostheses become more sophisticated and
integrated into the nervous system, this will become more
self-evident. [16,17].

It does not appear that biological identity is necessary for
something to be given intentionality and thus to become self.
This does not imply that every object can be considered self.
However, it alows for, although does not prove, that avatars
can be “self.” Avatars are analogous to prostheses in that they
allow the user to manipulate the environment even though they
have no direct biological connection to the consciousness of
theindividual. The individual thinks, moves a muscle, and the
prosthesis moves. Thisisthe same path taken by an avatar. The
individual thinks, moves muscles (in this case controlling a
keyboard or a mouse), and the avatar carries out an action. If,
as we argue, we are going to assign “self” to one biological or
nonbiological corporeal manifestation of an individual
(prosthetic limbs) there should be no barrier to assigning similar
rights to another nonbiological manifestations of an individual
(the avatar).

Likewise, we aready assign rights to the corporead
representation of an individual whether or not a biological
consciousness is present within the representation. This is the
case with rights afforded those in a permanent vegetative state.
There are legal protections against assaulting and otherwise
violating thosein a persistent vegetative state. For our purposes,
the reason for these rightsisimmaterial. Whether it is because
there was once a consciousness present or because society finds
violation of abiologically live body abhorrent isirrelevant. The
point remains that consciousness need not be biologically
present for the representation to have rights as a person. This
isanalogousto an avatar. It is arepresentation of an individual,
and we will argue below that it is part of the self, even though
there is no biologica consciousness present within the
representation.
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Avatarsare Appropriate Candidatesfor RightsasPart
of the* Self”

Thefact that having aphysical body ishot anecessary condition
for an entity to possess rights does not show that avatars have
rights. A young child’s imaginary play friend does not have a
physical body. It would be absurd to argue that it had rights as
a person.

Our first argument showing that avatars are appropriate
candidates for rightsis a thought experiment. Let usimagine a
“Matrix-like” world. Let uscall thisworld MW;. In thisworld,
people are directly and permanently connected to avirtual world
viabrain-scanning hardware. The person thinks and their avatar
in the virtual world moves. The nonvirtual world and virtual
worlds are phenomenologically indistinguishable. All
representations of the“self” inthisworld areviaan avatar. What
happens to the avatar is fed back into the brain scan system
causing pain, pleasure, and other sensations. Higher emotions
such as fear, greed, and love are also affected by the virtual
world. It isunquestionably truethat residents of thisMatrix-like
world can make | egitimate rights claims on each other, theright
to be free from torture, for example. Any rights claimed would
be assigned to the avatar since it is the only manifestation of
self that can act that existsin this world.

Now let us supposethat instead of being permanently hardwired
into the virtual world, the residents of MW, can log in and out
of the virtual world at will. Let us call this world MW,. Does
the ability to log in and out change legitimacy of rights claims
in the virtual world? Nothing of moral (and presumably legal)
importance has changed about an individual’s relationship to
the virtual world except that there are now two worlds in which
an individual can make rights claims. a virtual world and a
nonvirtual world.

Let us examine a third world, W. It is similar to MW, in al
way's except that brain-scan technology has yet to be invented.
People can only interact with the virtual world via a computer
monitor and keyboard (one may note that W looks very much
like the nonvirtual world we inhabit). There is an important
difference between MW, and W. The behavior of, and toward,
avatars can no longer cause certain phenomenological states
such as physical pain or the sensations of touch, taste, and smell,
for example (although hardware that allows some of these
physical sensations has been developed). Other
phenomenological states will still be affected by eventsin the
virtual world such as joy, despair, anxiety, and annoyance.

The difference between MW, and W is one of degree and not
of kind. If thedifferenceisonly in degree, people can still make
legitimate rights claims for their avatars; al that changesisthe
degree of strength of said claims[18]. The use of keyboard and
mouse certainly adds an additional barrier between a user and
hisor her avatar. Though the connection between user and avatar
is less direct, the intentional relationship between user and
virtual construct remains. The scope of rights claimsis all that
differs.
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Degree of I dentity and Rights

Given that an action that would cause physical pain to the user
in MW, will cause no such pain for auser in W, some behavior
that is not permissible in MW, will be permissible in W. Just
as one has a right not to be assaulted, even when the assault
causes no physical harm, avatarsin W will have certain rights
as part of the self. These may include bodily integrity and
freedom from fear. The closer the identification between the
avatar and the individual, the more complete the rights of the
person-as-avatar. In the “Matrix-like” world, where
phenomenologically the prosthetic is the person, the rights of
the avatar are identical to those of the person

Starting with a paradigm that made the case for legitimate rights
claimsin MW, we made modifications that made MW, come
to resemble W, which is in all relevant aspects similar to our
own world. We further argued that each modification was only
achange of degree, and not achangeinkind. Given that avatars
inMW, haverights, it followsthat avatarsin W a so haverights.

Our final argument in favor of therights of avatarsisrelated to
the previous argument, that is, avatars have rights by proxy of
the rights of their users. For example, while my avatar is
engaged in an online community | find myself facing unwelcome
sexual advances. Things quickly escalate out of controal. | find
myself feeling extremely uncomfortable. Depending on the
situation, my only recourse may be to disconnect my avatar.
Thislookslike aviolation of right to free access. One may now
argue that “Aha, didn’t they just say the rights of an avatar are
dependent on the proxy rights of theindividual and not inherent
to the avatar?’ To this we would answer an emphatic yes. It
showsthe degree of identity between an avatar and the” person.”
Essentially, they are phenomenologically one and the same at
this point. Changing the rights of the avatar changes the rights
of the person. My avatar has certain rights and violating those
rightsisalso aviolation of my rights.

“Normal” Interactionsand “ Necessary Embeddedness’

The ability of a person to have interactions in more than one
socia milieu (virtual and nonvirtual) requires a redefinition of
the “self.” One way we propose to redefine self is by using a
principle we call “necessary embeddedness” An object is
“necessarily embedded” and hasrights as part of the self to the
extent that the object isnecessary for “normal” interaction within
some specific domain. Note that “normal interactions’ change
as the domain changes. What counts as a normal interaction in
the nonvirtual world is not a paradigm of normal interaction in
the virtual world. Additionally, what count as “normal”
interactionsin thevirtua world can and do change astechnology
and programming evolve, alowing ever more
phenomenologically complex interactions to occur. By basing
the standard for rights possession by nonbiological extensions
on“normal” interactions, necessary embeddedness capturesthe
socia nature of rights and manages to apply them to inanimate
objects. For example, persons who are visually impaired may
use haptic devices to provide tactile feedback in lieu of visual
cues. Inthe case of thevitual world, haptic devices can substitute
for vision alowing people who are visually impaired to locate
other onlineindividuals, navigate passageways, and so on [19].

http://www.jmir.org/2010/3/e28/

Graber & Graber

Without such a device, the virtual world is essentialy
inaccessible to people who are visually impaired [20]. Thus,
we argue that the haptic device would enjoy protection as part
of the self should the user wishto deem it so. For any individual
reliant on it, the haptic device is so fundamentally a part of the
self within the virtual environment that removing it would
change the “self” vis-a-vis that particular world. Likewise,
although the avatar is not material, it is just as fundamental as
ahaptic device for interactionsin virtual worlds.

We would also argue that applying the principle of necessary
embeddedness may correct our mistaken intuitions on rights.
In our Matrix thought experiment, it is not intuitively clear that
avatars in W have rights; however, it is clear that avatars in
MW, have rights. We posit that because avatars in MW, are
more strongly “necessarily embedded” than those in W, our
intuitions recognize the legitimacy of rights claims in MW,
while they do not for avatarsin W.

Response to Possible Objections

By this point the observant reader will have noticed asomewhat
disconcerting trend with our argumentation. Any number of our
arguments seem to lead to a question with an unacceptable
answer: If an individual decides that a doll (or other object) is
his representation in the nonvirtual world, should it haverights
as “self?” By the argumentation expressed so far, it would
appear that we must also accept the conclusion that adoll isan
appropriate candidate for rightsif an individual deemsit so.

We have two responses to this conclusion. First, we intuitively
assign rights to prosthetic limbs. As demonstrated above, we
recognize on some level that prostheses are part of “self” when
attached to an individual. Prostheses in the future will be more
integrated with “self” as prostheses that interface directly with
the brain and the biological body are developed [17,18]. Second,
we would argue that the “self” is defined in a positive sense (at
least in part) asthat which allows an individual to interact with
the world in a “normal” fashion. And, in a negative sense, if
this“self” isdisturbed somehow (prosthetic limbs are removed
from the individual, or an avatar is attacked and disabled) its
ability to interact in the world is hindered. Neither of these
conditionsis met by adoll.

Thistill begsthe point about assigning “self” to adoll or apair
of glasses. Wewould suggest that if someone positsthat “adoll
is my representation in the world and part of my “self,”” it has
to meet the “test of destruction,” that is, would destruction of
this doll hinder my ability to function in the world in a
fundamental sense (not just the depression suffered from the
loss of an object)? Does the doll meet the test of necessary
embeddedness? If the answer is no, it is not considered “ self.”
It is clearly separate from self in that its destruction does not
fundamentally change the individual’s ability to function in the
world. Similarly, one can raise the question about glasses, a
wheelchair, or the white cane carried by visually impaired
persons. We would argue that to the extent that individuals
imbue these prostheses with intentionality and they are needed
for “normal” interactions (necessarily embedded) with theworld,
they should be recognized as an extension of one’s self. Thus,
they have alegitimateright to protection whilein use; interfering
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with their active use would constitute assault and not a property
crime. An ana ogy would be plucking out afunctional prosthetic
eye or acochlear implant. Asin the Matrix scenario, thereisa
differencein degree between interfering with someone’s white
cane and their prosthetic eye but not a difference in kind.

There may be a finite number of situations (eg, psychosis,
delusions, or delirium) in which anindividual doesassign “ self”
to a doll, and the doll’s destruction hinders or prevents the
individual from interacting in the world (the doll is necessarily
embedded in the individual’s interactions). In this case, we
would argue that the doll does have aright to bodily integrity
as part of the self of the individual; attacking the doll has a
fundamental consequence for the individual. However, this
would apply to a very limited subset of individuals. Another
caveat is that one obviously cannot define another individual
as “self” even if the other “self” is being used as a prosthesis
(for example, someonewho is helping you crossthe street). Nor
can one claim as “ self” a prosthesis to which someone already
has aright. Thisis discussed further below.

I dentity and Conflict

Aswe note above, rightsrequireasocia milieu. Thus, conflicts
can arise which require rules. An interesting case occurs when
more than one person claims a prosthesis as part of the self. For
example, imagine ateam of scientists who work with the Mars
Rover. The Mars Rover is necessarily embedded for the
scientists; itisthe only way for them to interact with the surface
of Mars. Some particular scientist (perhapsabit deluded) comes
to think about the Mars Rover as a part of himself. The Mars
Rover then fulfills the two criteria for rights that we laid out
previously: it is necessarily embedded and it is viewed as part
of the self. Now imagine that not one but two (sightly deluded)
scientists claim the Mars Rover as an extension of the self. Is
the Mars Rover an extension of both scientists' selves? There
aretwo caveatsto add to the theory of necessary embeddedness.
First, if an agent, A, is aware that some object, O, is possessed
by another individual, A cannot extend rights to O. A’'s
knowledge of the preexisting rights claim by some other person
precludes A's making it a legitimate extension of the self. In
the case of the Mars Rover, the scientists cannot extend their
selves to the Rover because the Rover is known to be public
property. Second, if two individuas make two competing,
seemingly equal legitimate rights claims on an object at the
same time, property law would come into play to resolve the
conflict. If the claimsareindeed equal, the claimswould cancel
each other out and neither scientist would be able to claim the
object as self.

A more interesting scenario occurs when “borrowing” a
prosthesis. Imagineaworld similar to MWy; cdl it MW, * (recall
that MW, is the “Matrix-like” world). In this world, two
individuals share the same avatar. When one person goes to
sleep, the other person wakes up and controlsthe avatar. In this
case there does not seem to be any ownership claimsthat might
undermine one individual’s rights claims to the avatar as self.
Nor isit the case that the rights claims overlap temporally; each
individual makes his or her rights claim in turn and with the
agreement of the other.
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The concept of something serially being the “self” of two
individuals seemsat first counterintuitive. However, area-world
examplewould be atransplanted heart. The heartisserially part
of the “self” of two individuals. In fact, if you remove it, the
“self” of each individual will cease to exist (short of
technological support). And, there is no inherent barrier to the
heart being transplanted serially to others (once immunologic
barriers are removed). Thus, the concept of something being
the“sdf” of two individuals serially doesnot require aparadigm
shift. In the case of the avatar, if thereisan intention to deceive
other people (for exampleidentify theft) on the part of one party
using the avatar, laws about personal identity comeinto play.

If thetwo individuals do not know each other and are not aware
they are sharing an avatar, then there is a rights conflict
(although from apractical perspective, by definition, it remains
undiscovered). This would be similar to someone living in my
vacation home without my knowledge. The fact that | am
unaware of the occurrence does not mean that | do not have
rights to my property.

The Right to Bodily Integrity

The right to bodily integrity is one of the most fundamental
rights. Thus, it should be afforded to avatarsin that they can be
considered part of “self.” The degree of rights assigned to an
avatar as part of the self will depend on the degree of identity
between the avatar and the person. In MW, (the “Matrix-like”
world), theidentity between the avatar and the self iscomplete.
Thus, the avatar, as the only socia and phenomenological
manifestation of self, will be entitled to the full rights enjoyed
by a person (sans rights to such things as health care that may
not be not applicable).

Webelieveitisobviousapriori that theright to bodily integrity
is one of the most fundamental rights. Before one can even
contemplate higher rights (to free speech, to own property, etc),
one needs to be free from fear of assault, rape (a particularly
heinous type of assault), torture, murder, and so on. As noted
above, certain states—such asjoy, despair, anxiety, annoyance,
and love—may befelt asdirect consequences of current virtual
interactions. Thus, assault or other violation of the self-as-avatar
will have consequencesin the nonvirtual world. Thelikelihood
of this will increase in the future as more complex tactile
feedback is given to the user (pain, pleasure, etc).

That avatars are candidates for rights also raises the question
of informed consent within virtual worlds. Wewould argue that
some type of informed consent should be required for virtual
world research. Even a research questionnaire will have an
impact on the individual whether the questionnaire is
administered in the virtua or nonvirtual world. Thevirtual world
inherently affords a degree of anonymity that may or may not
exist in the nonvirtual world depending on the study design (eg,
whether the questionnaire is administered in person). However,
there will be some emotional impact on the individual in the
study. Thus, consent, perhaps in a modified form, should be
obtained in the virtual world asit isin the nonvirtual world.
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Conclusion

We have outlined a case showing that avatars, as extensions of
the self, are candidates for rights. The subset of rights one's
avatar should enjoy will be dependent on the degree of
phenomenological identity between the individual and his or
her avatar. Drawing thislineis difficult. Some peoplewill have
astronger emational reaction to aviolation of their avatar than
others. And, the situation in which the avatar is participating

Graber & Graber

will obviously modify these rights. One would expect a greater
degree of bodily integrity within virtual group therapy than in
acombat simulation.

Areasof future research could focus on expanding the discussion
of necessary embeddedness and it’s application to virtual and
nonvirtual worldsaswell asfurther discussion of what elements
of informed consent are necessary in a virtual world. A
discussion of what might constitute the “inalienable” rights of
an avatar should also be undertaken.
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Abstract

The advent of electronic personal health records (PHR) provides a major opportunity to encourage positive health management
practices, such as chronic disease management. Yet, to date there has been little attention toward the use of PHRswhere advanced
health information services are perhaps most needed, namely, in underserved communities. Drawing upon research conducted
with safety net providersand patients, the authors propose amulti-level analytical framework for guiding actionsaimed at fostering
PHR adoption and utilization. The authors first outline distinctive user and technical requirements that need to be considered.
Next, they assess organizationa requirements necessary to implement PHRs within health systems bound by limited resources.
Finally, the authors analyze the overriding health care policy context that can facilitate or thwart such efforts. The conclusion
notes that heightened national attention toward health information technology and reform provides a significant opportunity for
initiatives whose goal isto increase widepread accessto PHRs.
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in adverse fiscal impacts on providers as well as private and
governmental payers [5]. Outside of increasing medical staff
The Need to Extend Public Health Record System and resources, one of the most promising waysto help alleviate
Usage to Under served Populations the stressincurred by ever evolving patient needsand the health

i _ o care systemsthat support them isto increase peopl€e’'s ability to
Thereareimportant and pressing reasonsfor providing personal - manage their own health.

health information to underserved populations. Underserved )

groups are widespread within the United States and other Over the last few years, electronic and Web-based personal
industrialized countries [1,2] resulting in broad inequities in  Neathrecord systems (PHRs) have entered the marketplace and
many communities. Such populations are typicaly diverse, Na@ve begun to demonstrate value for health care consumers.
low-income groupswho lack adeguate accessto traditional care  PHRSallow the patient to manage personal health information,
and are often referred to as living in the "safety net” [3]. Due 0 maintain provider and insurance services, to manage
to the fragmented nature of this population’s health care Prescriptions, appointments, and medical procedures, and to
background and a general lack of preventive health measures, '€ceive datafrpm the electronic medical record (EM R) systgms
individualsin the safety net (including low income, uninsured, used by providers to manage and process medical services
homeless, and other special needs groups[4]) aretaxing general pro_wdgd to patients [6-9]. In addition, PHRs can help patients
health and emergency health systems to their limits, resulting M ntain a continuous health record for themselves and family
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members and also to communicate more extensively with
physicians and other health care providers [9]. PHRs and the
related health information technologies provide a new level of
patient health management with the opportunity for an available,
cumulative health management record. The success of large
PHR implementations by Kaiser Permanente (My Health
Manager) and the Veterans Health Administration (My
HealtheVet), coupled with the recent entry of Web solution
firms such as Microsoft and Google, leave little question as to
the growing influence that PHRs will have on the future of
health care transactions [8]. Our perspective is that the
underserved should not be left out of these exciting advances
in health technol ogy, and conversely, thereisvaluein extending
the reach of PHRs in this direction.

While the emergence of PHRs provides an opportunity to
addressnumerous challengesrelated to the personal management
of health, this can only occur if such systems are usable by and
accessible to a diverse array of health care consumers. To this
end, aresearch-based, analytical framework has been designed
that provides actionable guidelinesfor developing PHRsfor the
underserved. The framework described here focuses on the
unique challenges of providing practical PHRsfor underserved
groups and outlines concurrent actions that need to be taken at
the technology, provider, and policy levels. Prefacing this
framework is an overview of the unique need for PHRs within
the underserved groups, the research that has been conducted
within these settings, and the overall findingsthat have informed
what is being forwarded as a “framework for action” toward
the timely design and adoption of PHRs within vulnerable
populations.

Enhancing Health Self-M anagement: A High-Value
Target

The US health care system struggles with an increasing burden
brought about by an aging population, increasing numbers of
underinsured populations, the high incidence of chronic health
conditions, and an insufficient pool of incoming health care
workers [10,11]. As a result, the burden of managing patient
health, therapy, and medical transactions is shifting from
overtaxed providers to patients and their families. In this
environment, health management technologies such as PHRs
can play akey rolein aiding those requiring the most assistance.

Information technologies have gradually transformed many
aspects of the health care service enterprise, yet scant attention
has been paid to their use within provider settingsthat focus on
diverse and vulnerable populations [3]. Much of the research
on PHRs focuses on relatively educated health care consumers
such as commercia health plan subscribers who are computer
literate and have easy access to the Internet. Some of the most
important health care system impacts, however, could be
provided by efficient and effective solutions for implementing
PHRs within populations not served by existing health care
systems[9,12,13]. Whileit isclear that electronic record keeping
and practices can decrease unnecessary medical encounters
[14], such efficiencies can also be vital to resource-strapped
providers who often care for the most vulnerable populations.
Recently, there has been some attention to the need and potential
for PHR adoption within one segment of the popul ation: persons
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with disabilities [15]. A very similar but perhaps broader need
for examination exists in the underserved population as well.

Theterm “underserved” refersto broad and diverse groupswho
are typically of low socioeconomic status. They are often
uninsured or underinsured and are at risk of critical health
problems due to gaps in health maintenance. The two most
common measures of underserved are those without health
insurance and those living in communities deemed by the federal
government as medically underserved areas (MUAS) [16].
Recent estimates report that there are some 47 million uninsured
Americansin the country, with a greater number of Americans
(some 66 million living) in MUAS. In the state of California
(where the bulk of this study’s field research was conducted),
some 8.5 million Californians currently do not have health
insurance, most of whom live in medically underserved areas
[16-18]. The recently passed national health care reform
legislation will make strides to address this problem, but it will
take several years to unfold and does not erase the trying
economic and health circumstances for many who have been
underserved.

While the research presented here has focused on underserved
groupsin the United States, similar trends have been identified
in many industrialized countries. In several European nations,
for example, eHealth servicesareincreasingly embraced among
Internet users, while underserved groups in many parts of
Europe have lower levels of such access [19-21]. For many,
“only well-placed users (high education, high socioeconomic
status)” are able to take advantage of eHealth services [22]. It
is clear that developing nations in Asia, Africa, Middle East
and elsewhere face even more daunting obstacles in providing
such access.

Within the United States, many see apressing need for practical
solutions that can enable underserved populations to manage
their own health care. In California, approximately 90% of
adults who are uninsured do not qualify for public health care
assistance; the largest proportion (32%) of this population is of
Latino ethnicity [23]. Such individuals often engagein migratory
work, lack stable residency, and are unlikely or simply unable
to seek consistent preventive health services necessary to
identify and address early indicators of health problems [24].
Moreover, fragmented care for chronic conditions such as
diabetes can lead to life threatening situations that not only
impact the individual but also place an extraordinary burden on
the limited health care resources of both the individual and the
health care system. Since these patients often lack an identifiable
or familiar location to receive hedth care, there is little
opportunity to create relationships with providers, thus
decreasing the number of opportunities to receive preventive
care[5]. Inthese situations, the emergency receiving department
often becomesthe primary care provider dueto alack of known
choices, resulting in an expensive and excessive burden on
hospital systems. Thus, convenient accessto health information
resources, appropriately adapted to the underserved patient, can
have a positive impact on health and health resources [25].
Accordingly, provision of PHR resources focused on the needs
of vulnerable popul ations deserves greater attention and iswhat
the following research endeavors to accomplish.
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As Senator Harkin said in his introduction to a 2009
congressional hearing on health care reform, “prevention and
public health have been the missing pieces in the national
conversation about health care reform. It’'s time to make them
the centerpiece of that conversation. Not an asterisk. Not a
footnote. But the centerpiece of health care reform. And we
need to guarantee that our most vulnerable high-risk populations
have equal accessto prevention servicesand public health [26].”
The concepts below are offered as ameans for PHRs to play a
key role in an evolving health information technology (health
IT) system.

A Multi-Phased Research Approach

Thisresearch aimed to outline several important waysinwhich
PHRs can assist underserved populations. Also examined were
several important obstacles inherent in the adoption of PHR in
these communities. Between 2007 and 2008, with support from
the Blue Shield Foundation, a series of structured and
unstructured expert interviews were conducted. Thefirst phase
of interviews (n = 17) consisted of open-ended questions
regarding general perceptions of the utility and feasibility of
PHRs and included patients, outreach workers, care managers,
and medical practitioners who function within the safety net.
The second phase of interviews (n = 8) consisted of extensive
structured interviews conducted with experienced leaders
functioning within systems and policy-related levels [27].

This two-phased approach is consistent with grounded theory
methodologies [28,29] and provided the opportunity to explore
not only the hard realities of adopting personal health
information systemswithin the safety net environment, but also
the opportunity to devise systemsthat could assist in achieving
health care goals. Participants were asked about their general
perceptions and recommendations regarding the use of PHRs
within the safety net and the inherent barriersand opportunities
their use would entail. In addition, field visits were conducted
within two underserved settingsin California, one rural migrant
field-worker environment in Sonoma, California, and one urban
underserved setting in Los Angeles. The transcribed text of the
interviews was categorically coded and iteratively categorized
for thematic analysis by the researchers. The principal thematic
outcome of this analysis (described in detail below) was the
identification of personal, technical, organizational, and policy
related dimensions for consideration when introducing PHRs
into underserved settings. Findings and directions were then
outlined within each of these dimensions.

As outlined below, key challenges identified through this and
related research included user and technically centered
challengesin accessing and using technologies, organizational
challenges in the adoption and implementation of EMRs and
PHRs, and a genera lack of governmental policies and
associated funding to provide the support for user and
organizational adoption. The challenges, issues, and guidelines
presented here were discussed and validated in a variety of
settings, including PHR conferences and professional meetings
[30,31]. Given the current spirit of enacting health care reform,
the following elements and framework are presented as
considerations for extending personal health management as
part of broader health systems and health IT change.
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Findings

The findings from this research have been organized into a
deployment framework that synthesizes key issues identified
across personal, technology, organizational, and policy related
dimensions (Table 1). Based on findings from interviews, field
visits, and literature review, each of these dimensions is
advanced as requiring attention when considering and
implementing PHRsin underserved populations. Thefollowing
sections outline how these dimensions were defined and
identified as central aspects for adoption and implementation
of PHRs within underserved communities.

Challengesfor Users: Usability Concerns

The PHR usability and functionality findings identified in this
review suggest that some members of underserved populations
are aware of tools such as PHRs, but efforts to encourage
adoption often fall short due to the inability to engage patients
in direct health management behaviors and enable transparent,
patient-driven communications between patients and their care
providers [32]. Health information is frequently presented in a
manner that requires a higher literacy level than many other
forms of information [33]; this presents obstacles for
underserved subgroups, particularly ethnic minorities and
undocumented workers who often lack sufficient formal
education to become successful consumers of health
information. Literacy shortfallsimpact the ability to understand
consent forms, to understand clinical instructions, to follow
prescriptions, and to manage appointments [34,35]. In addition,
this barrier is compounded when conveyed through an
information system that people are not experienced in using.

Conversely, there is a motivation among safety net patients to
get some control over their health information. For example, in
field visits to community clinics, it was identified that many
members of underserved groups go to great lengths to keep
track of small but important health information items and feel
empowered by information resources such as ID cards issued
by health providers because they know that having a document
or card will increase their credibility with health care providers
in future encounters[31].

In terms of overcoming these challenges, designers need to
incorporate insights and findings related to human-computer
interaction in underserved settings with best practicesin health
care to create a system that is secure, consumer-centric, and
accessible [36]. While the ability of the underserved to access
and use health information technology currently represents a
barrier, the ability of these same populationsto use acell phone
or an automated teller machine (ATM) iswidely accepted, even
though these tools are representative of complex information
technologies. Accordingly, PHRs can be fashioned in such a
way as to create egqual access and understanding for all
vulnerable populations. Designing systems that meet the needs
of the most vulnerable users will ensure a wider adoption of
health technology tools by the entire population [37].

In addition, there is value in understanding the communitiesin
which the 66 million underserved Americans live and work.
For example, interviewees noted that caretaker roles among
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migrant workers are often occupied by women, who may serve
as health managers for multiple generations in a family group.
Some families adapt by having a single member of the family
obtain health insurance. This family member in turn serves as
a channel of information and may even act as a conduit for
services and medications for other members of the family. New
PHR solutions should be adapted to work within these cultural
practices. Moreover, thereis apressing need to connect personal
health solutionswith the community to address emerging public
health issues. For example, asthmaison therisein underserved
communities, and there are currently inadequate means to
engage families and thus facilitate the use of preventive
measures [38]. Thereisasignificant opportunity to addressthe
complex epidemiology of health conditions in underserved
communities through PHRs that address such specific needs.

Barriersto Access: Getting to the Technology

The value of having a primary medical home (a primary health
provider or other resource who retains an individual’'s health
information and serves as a coordinator for services) is now
widely accepted [39]. For underserved populations, it isequally,
if not more, important that patients have a “virtual medical
home” due to the highly fragmented set of services in this
population. However, a distinct obstacle that underserved
communitieswill endure in trying to adopt PHRs is the lack of
access to a computer either at home or at work and the related
technical experience that comes with ownership. The
well-documented “digital divide” still separates underserved
communities from information technologies by a technology
gap that results from low income, little or no education,
misunderstanding of the value or purpose of information
technologies, as well as many other limiting factors [40-43].
These conditions, coupled with the challenges of usability,
literacy [44], and consistent health care, limit the potential
adoption and use of PHRs[9,45,46].

It has been argued that technological diffusion will change this
circumstance [47]. However, while overall computer ownership
and use have increased at al levels of society, the elderly and
populations of the lowest income levels still lag behind despite
dramatic decreasesin the cost of computer technologies[48,49].
Assuming that access to PHRs is not restricted by cost, other
barriers must be considered. Compaine [50] suggested that a
key factor in determining adoption of atechnology is whether
theskill level required to use aparticular tool crossesathreshold
where it is easy to use by the genera population. Similarly,
Salvador and Sherry [51] recommended creating technologies
that include cultural adaptations for specific populations,
especialy when considering culturally diverse “low-tech”
settings, both domestically and internationally.

The interviews and field visits conducted with safety net
providers confirmed these findings and revealed several new
issues and opportunities. For example, many experts and target
community members emphasized that a prerequisite to access
and PHR use was the development of trust, both in the privacy
and usefulness of the technology, as well as in the health care
system itself. While secure methods for accessing our health
records is a widespread concern, such an issue is exacerbated
for those who are reliant on accessing information from public
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resources. Others pointed to opportunities for access by
designing systems that allowed for simple health information
transactions and the ability to review information over more
readily adopted mobile devices such as cell phones. Thisis of
great significance for safety net populations, as they are often
highly transient and in need of flexible and more secure methods
for managing health information.

Encountering the Organization: Fragmented Systems

Attempts to implement PHR solutions for the underserved are
challenged by a fragmented health care system in which there
is limited communication between hospitals, clinics,
practitioners, and community-oriented providers. Fragmentation
leads to higher costs from duplicated services, as well as the
potential health risk that arises from unnecessary medical
procedures. In order for PHR systems to be effective for the
underserved populations, broad-based participation and
collaboration will be needed from all stakeholder and service
provider groups. Consistent with this approach are projects such
asthe MiVIA program in Northern California, whichisaPHR
system for migrant farm worker populations that has diligently
included consumers, hedth care leaders, and staff of
community-oriented organizations in the development of the
application with the am of increasing communication
opportunities across all aspects of the service chain [27].

Another challenge for PHR deployment within all populations,
including underserved populations, is the high cost of
implementing EMRs used by service providers. PHRs will be
most valuableto patientsif they are highly integrated with EMR
systems, but not al health care providers use EMR systems as
of yet, and the adoption of such systems has been slow. Despite
the recent national push through the American Reinvestment
and Recovery Act (ARRA) of 2009 to integrate EMRSs into
health service organizations, sufficient funding is often lacking
for community health providers. The cost for the rollout of an
EMR system per clinician can reach tens of thousands of dollars,
an amount that does not include the costs of lost productivity
as practitioners and health care personnel learn to operate and
assimilate new systemsinto their practice [52]. Recent research
findings by the Agency for Healthcare Research and Quality
(AHRQ) support this need for understanding the use and value
of a system, suggesting that the most effective PHRs will be
integrated throughout a patient’s care plan in a manner that
informs patients of the health benefits that they will potentially
experience through use of the PHR [10]. This, however, cannot
happen until the community health providers that support the
underserved are able to effectively adopt EMR systems for
themselves.

Interviews and site visits to community clinics and safety net
providers reveaed that there is a reluctance to step forward in
providing PHRs for their clientele. The principal reason is
financial—these organizations are very hard-pressed for basic
EMR resources. There is aso reluctance given the diverse
population that frequents the clinics. However, active
involvement with health care is of great importance for safety
net populations and suggests a pressing need to find innovative
means for electronically delivering this information in ways
that recognize the organizational limitations of the safety net
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setting. For example, as an outcome of this research, the
researchers are actively field testing a PHR designed along the
lines of an ATM [53]. The advantage of ATMs is that they are
broadly accepted and widely used models of public information
systems. There are undoubtedly countless other approachesthat
could be considered.

A Way Forward: Policiesfor Empowering Vulnerable
Patients

Given the historic health reform changes presently underway
in the US, the time is ripe to advance policies that assist in the
implementation of aPHR model for underserved communities.
The recently passed heath reform legislation has placed
near-universal coverage high on the policy agenda and, before
that, the passage of ARRA unleashed awave of national efforts
to encourage the broad exchange of health information across
local, regional and national healthcare entities. Efforts to
increase health information sharing included opportunities for
EMR adoption reimbursement, support for Regional (and Local)
Extension Centers designed to aid providers in adoption and
use of hedth IT and a host of Beacon Communities to be
featured around the country that are composed of providersand
their patients who can be models of effective use of health IT
[54]. Bolstered by this wave, national and state-level entities,
in collaboration with community-based providers, can take
active steps to insure that provision of heath IT is equaly
extended to those that serve and are a part of the health safety
net.

A cornerstonefor these activitiesis the concept of “meaningful
use,” which provides an operational definition for the range of
functionalities EMR systems must demonstrate in order to
receive federal reimbursement from ARRA [54]. On July 13,
2010, the Centersfor Medicaid and Medicare Servicesrel eased
its requirements for such meaningful use by 2011, with some
attention to therole of PHRs (mainly as a conduit for providing
patient office visit summaries) [55]. Looking past 2011, the
Health and Human Services' Federal Advisory Committee has
made recommendations for enhanced patient engagement
through meaningful use of PHRs [55]. While the thrust of the
requirements and recommendations are incremental, the general
direction is to encourage providers to increasingly engage
patients through such means. Less clear is how such
recommendations will play out within the underserved arena.

The point that is being advanced here is that there is both a
clinical and societal rationale for ensuring that underserved
populations have ready access to PHRs. From the clinical
perspective, PHRs can lead to active engagement in health
affairs for a segment of the population that has high rates of
chronic disease. From a societal perspective, PHRs may aid in
the public health goal of ensuring improved health and health
conditionsthroughout the country. Indeed, the emerging domain
of public health informatics has outlined several of the gains
that can be made in terms of immunization registries, bio
surveillance, and related public health monitoring [56]. These
tools will be made that much more valuable by ensuring that
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the underserved are active participants in these new personal
health technologies. That is, the widespread adoption of PHRs
could provide an important and missing link toward connecting
a population-level focus of public health to the individual
circumstance of persons who could benefit from user-focused
systems that help manage and potentialy prevent chronic
conditions. The current push for thisin the United States, related
to the ARRA of 2009, isin the right direction, but facilitating
policy action needsto occur at thelocal level to weave together
integrated service delivery systems and tools.

Interviews and field visits confirmed that the issue of privacy
(and trust) is crucial to PHR utilization and is an issue that
deserves much attention dueto apotential lack of understanding
within this population. In particular, there is limited
understanding within underserved groups of the degreeto which
health information can be data mined and the consequences it
entails. For example, individuals concerned about issues of
residency status or family contact information may be
particularly sensitive to information privacy and security due
to fears (whether valid or not) of persecution or deportation.
While interviewees from these populations had underlying
concerns related to their status as noncitizens, the majority of
them expressed minima concerns about providing health
information online. (It is perhaps debatable as to whether they
truly had minimal concerns or if they did not fully understand
the implications of entering health information online). In any
case, as new provisions are enacted it will be important to
analyze the specific implications for the underserved and how
to best ensure that their rights are communicated and upheld.
For example, ARRA of 2009 contains provisions that extend
and strengthen the Health Insurance Portability and
Accountability Act (HIPAA), including implications for PHR
vendors[54]. Finding and ensuring that PHR resourcestargeting
the underserved contain both privacy safeguards and affordable
means of deployment that enhance trust and privacy will require
significant consideration on the part of the community health
organizations who seek to adopt these systems.

Directions

Framework for Action: PHRsin Underserved
Communities

As outlined in the findings above, this research identified four
critical layers to consider when devising PHRs for use in
underserved populations. personal, technical, organizational,
and policy-related dimensions [31]. Within this framework
(Table 1) are examples of tangible health IT issues and
requirements documented through recent research findings. The
framework’s focus on underserved communities distinguishes
it from broader, genera agendas for electronic health records
that have been previously proposed [57]. Thesefindings should
guide policy aimed at improving electronic access to personal
health information by underserved communities and help to
develop appropriate health IT standards and regulations.
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Table 1. Framework for PHR systemsin underserved populations

Conceptual Level Constructs

Guidelines Relating to the Underserved

Personal Health management

Language and literacy

Privacy

Technical Infrastructure

User network

Administration

Organizationa

Adoption and integration

Outreach

Policy Funding and regulations

PHR systemsin underserved communities need to addressintegrated care challenges
and bolster continuity of care with proper assessment and maintenance of health
outcomes.

PHR systems in underserved communities need to include patient education and
encouragement toward services needed to engender preventive health maintenance
behaviors.

PHR systemsin underserved communities need to feature multi-lingual capabilities.
PHR systemsin underserved communities need to be explicitly attuned to limited
levels of literacy, computer skills, and health information knowledge.

Privacy and security features need to not only address HIPAA requirements, but also
allay concerns unique to underserved populations and provide education on itsim-
portance.

Low-cost standardized means for effectively importing and exporting patient data
across community clinic environments are needed to allow for low-cost architectural
approaches.

Underlying the adoption of software systems, thereisaneed for basic technological
infrastructure improvements in community provider settings.

Computer experience and accessiis limited for the underserved, and, therefore, very
user-friendly and publicly accessible interfaces need to be provided.

User accessrequires arange of modalities depending on the type of fixed and mobile
access needs and requirements that occur at both the provider and user level.
Critical user locations such as emergency rooms require appropriately adapted and
efficient interfaces.

Asamajority of community health patient datais still paper-based, providers will
need incentives to adopt new technologies.

Community health organizations need to introduce new workflow and patient com-
munication practices to facilitate PHR use as a health self-management tool.

Community health organizations need increased financial support in order to boost
adoption of PHRs and their role in integrated service delivery.

Hastening of easy-to-adopt PHR-related standards and applicationsis needed to re-
duce administrative overhead and hesitance toward adoption for patient activation.

Increased efforts are needed to provide outreach and education that address the
unique personal health management and communication needs of the underserved.
Caregivers need to be equally educated so that they can become true ambassadors
of health information technologies and their importance.

Health care reform of 2010 provides amajor opportunity to extend PHR systemsto
underserved communities.

Federal ARRA of 2009 and related policies need to advance significant PHR require-
ments and incentives that are inclusive of underserved populations.

Federal ARRA of 2009 and related policies need to ensure that the privacy and
confidentiality concerns of underserved communities are addressed.

Beginning with the personal domain noted in Table 1, it is
identified that users will require that PHRs be multi-lingual
(according to primary populations serviced), easy to navigate
and use, and inherently respectful of privacy and security issues
that might otherwise deter this population. To date, a Spanish
speaking person would have adifficult timefindingaPHR with
Spanish translations that is supported in the US health care
system even though the Spanish language is the second most
common language in the United States.

Moving to the technical domain of the framework, there are
also pervasive technical issues that underscore these personal
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congtraints. Largest among these is a lack of widely adopted
standards for the exchange of health data. Finding flexible,
light-weight PHR systemsthat can be worked into aprovider’'s
existing EMR system would be of invaluable assistance to
having health information at the ready. | ssuesinclude provision
of systemsthat can be effectively and inexpensively integrated
with existing EMR systems while at the same time providing
an interface that can clearly communicate health information
to users. Furthermore, to reemphasize the aforementioned
personal constraints, while a PHR technically provides the
opportunity for extensive outreach abilities to patients, its
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effectiveness can be heavily undermined by not supporting the
personal requirements (privacy, language, literacy, and access).

At the organizational domain level, the framework highlights
how adoption of PHRs within public and private agencies,
including community health organizations, may provide
long-term financia benefits, but that in the short term it will
necessitate extensive outreach and education effortsin order to
influence not only the patients of these organizations, but their
workers aswell. It is possible that community health providers
will have no choice but to adopt IT systems that can increase
communications with their patients. A recent report by the
California HealthCare Foundation noted that Medicare alone
spends over US $12 hillion per year for potentially preventable
readmissions due to the inability to provide effective discharge
and health education services[58]. Providers might be persuaded
to adopt health information systems to help offset these
€normous costs.

Finally, health care providers will only be able to adopt PHR
systems if supported by policies that understand the unique
issues encountered by community clinics and provide the
funding needed to acquire the proper resources. This includes
an understanding of how PHRs could be used to address public
health issues and support inequities of Medicaid and Medicare
systems. States are experiencing a continuing shortage of nurses
for general care, decreasesin the amount of doctors considering
work in adult medicine and family practice, and declining
provider participation in federal fee-for-service programs[59].

Exacerbating these issues are policies that have increased the
number of restrictions on Medicaid reimbursement through
federal lawsand regulations. Inrelation to the PHR, if providers
are unable to identify ways in which reimbursements can be
obtained through PHR communications with patients, it is
unlikely that their adoption will be seen asafeasibleinvestment.
Although there has been a national push toward adoption and
integration of EMR systems as a whole, it is argued that the
funding needed to allow community health organizations to do
soinamanner that includes PHR capacity isyet to be adequate.

To sum up, thisframework is meant to highlight considerations
at the personal, technological, organizational, and policy levels
that, if addressed, would facilitate the utilization of PHRswithin
underserved settings. While not a “recipe” for adoption, this
framework does lay out general design guidelines for both
technical design and broader organizational and policy design.
Of course, achieving such adoption does not in and of itself
tranglate into positive health outcomes. However, the emerging
literature on PHRs does suggest that adoption has promise for
health activation, communication, and improved health
management [3,13,31,32]. For example, PHR pilot projects by
organizations such as the Centers for Medicare and Medicaid
Services[60] alow beneficiaries to choose from various PHRs
(eg, Google Hedlth, HealthTrio, NoMoreClipboard.com, and
PassportMD) to assist in managing their care. The next wave
of research would be to obtain a detailed understanding of the
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myriad health activity and health outcomes affected (or not) by
active PHR use in underserved populations.

Limitations

A limitation that should be noted is that although the patients
and experts interviewed for this study provided a varied and
broadly representative sample of the available expertise on the
topic of underserved groups, this research did not presume to
fully represent all of the possible subcategories of underserved
communities that can be defined by language, culture, age,
disability status, economic status, and other factors. It is clear
that additional research is required to refine our understanding
of how PHRs can address specific subgroups within these
populations. The premise of the research also represented the
most significant challenge, namely, that there has not been
systematic adoption of PHRs in safety net settings. This meant
that there was not significant existing literature or diverse
implementations to draw upon. Moreover, many community
clinicsare currently struggling with basic health IT systemsand
the notion of a PHR can seem as an “out year” consideration.
This context represented both a challenge and an opportunity
for the research.

Conclusion: Toward Positive Health Outcomesfor All

ARRA of 2009 contained a major push for health IT, and this
has been followed up by broader and historic health care reform.
While this legidation has provided an unprecedented level of
support for health IT, the act does not specifically target
solutions for underserved populations. Yet, as discussed
throughout this paper, thereisapromising business, policy, and
social case for using electronic services to enhance patient
self-management among underserved populations. There are
significant resourceswithin ARRA of 2009 that can provide an
important opportunity to extend electronic persona health
records and services to underserved communities, such as
through community health centers.

While the resources within ARRA of 2009 provide a genera
context for change, in and of themselves they are not sufficient
to achieve the utilization that is warranted in underserved
communities. As suggested by the framework, there are
top-down, bottom-up, and midlevel needs that should be
attended to in order to facilitate utilization. Self-empowerment
through personal health technologies provides the opportunity
to improve not only the health and welfare of the patient but
also thefiscal and social health of society. Underserved groups
are subject to what has been described as an “inverse
information law” that limits accessto information for thosewho
need it most [61]. The multi-leveled set of actions outlined
provides a means to create a level playing field for patient
self-management through PHRs. The current wave of health I T
support provides an important opportunity for leadership in
designing and implementing PHR systems that can attend to
the needs of all citizens in the United States and, in so doing,
may offer insights for international efforts aswell.

JMed Internet Res 2010 | vol. 12 | iss. 3 [e32 | p.26
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH Horan et al

Acknowledgments

The authors wish to acknowledge the generous support of the Blue Shield Foundation for portions of this research and to the
California HealthCare Foundation (of Oakland, CA) for support of the PHR pilot testing noted in the paper. The authors would
also like to acknowledge the ongoing support of the Kay Center for E-Health Research.

Conflictsof I nterest

The authors note current research and testing of an ATM-like PHR system in underserved communities; this application
(HeathATM) may have commercial potential

References

1.  Moiduddin A, Moore J. US Department of Health and Human Services. 2008. The Underserved and Health Information
Technology: Issues and Opportunities. URL: http://www.nhitunderserved.org/resources/media/documents/
NORC%20HI T%20and%20underserved%20report-1.pdf [WebCite Cache ID 5p75zF9er]

2. World Health Organization. 2009. World Health Organization World Health Statistics 2009. URL : http://www.who.int/
whosis/'whostat/EN_WHS09_Full.pdf [WebCite Cache ID 5p79JIcCX]

3. Kanaan SB. Cdifornia HealthCare Foundation. 2009. Kanaan SB. Safety-Net Providers Bring Patients Online: Lessons

From Early Adopters. URL: http://www.chcf.org/documents/chroni cdi sease/ Saf ety N etPati entsOnline.pdf [WebCite Cache

|D 5p79806D1]
4.  Weinick R, Shin P. Agency for Healthcare Research and Quality. 2004. Monitoring the Health Care Safety Net: Developing

Data-Driven Capabilitiesto Support Policymaking. URL : http://www.ahrg.gov/data/saf etynet/weinick.pdf [WebCite Cache
ID 5p79h4siH]

5. ; Agency for Healthcare Research and Quality. US Department of Health and Human Services. 2009. 2009 National
Heslthcare Disparities Report. URL : http://www.ahrg.gov/qual/nhdr09/nhdr09.pdf [WebCite Cache ID 5p7Aa0OXiU]

6. Tang PC, Lansky D. The missing link: bridging the patient-provider health information gap. Health Aff (Millwood)
2005;24(5):1290-1295. [Medline: 16162575] [doi: 10.1377/hithaff.24.5.1290]

7. Marchioni G, Rimer B, Wildemuth B. University of North Carolina. 2007. Evidence Base for Personal Health Record
Usability: Final Report to the National Cancer Institute. URL : http://www.ils.unc.edu/phr/files/final %20report%20010307.
pdf [WebCite Cache ID 5p7BY 9m3V]

8.  Markle Foundation. 2004. Connecting Americansto Their Health Care: Empowered Consumers, Personal Health Records
and Emerging Technologies. URL : http://www.connectingforhealth.org/resources/wg_eis final_report_0704.pdf [WebCite
Cache ID 5p7C1dAv]

9.  Tang PC, Ash JS, Bates DW, Overhage JM, Sands DZ. Personal health records: definitions, benefits, and strategies for
overcoming barriersto adoption. JAm Med Inform Assoc 2006;13(2):121-126 [ FREE Full text] [Medline: 16357345] [doi:
10.1197/jamia.M 2025]

10. Jimison H, Gorman P, Woods S, Nygren P, Walker M, Norris S, et al. Barriers and drivers of health information technology
usefor the elderly, chronically ill, and underserved. Evid Rep Technol Assess (Full Rep) 2008 Nov(175):1-1422. [Medline:
19408968]

11. Halvorsson G. Hedlth Care Reform Now! A Prescription for Change. San Francisco, CA: Jossey Bass; 2007.

12.  Brennan PF, Strombom I. Improving health care by understanding patient preferences: the role of computer technology. J
Am Med Inform Assoc 1998;5(3):257-262 [FREE Full text] [Medline: 9609495]

13.  Weitzman ER, Kaci L, Mandl KD. Acceptability of a personally controlled health record in a community-based setting:
implications for policy and design. JMed Internet Res 2009;11(2):e14 [FREE Full text] [Medline: 19403467] [doi:
10.2196/jmir.1187]

14. Garrido T, JamiesonL, ZhouY, Wiesenthal A, Liang L. Effect of electronic health recordsin ambulatory care: retrospective,
serial, cross sectional study. BMJ 2005 Mar 12;330(7491):581 [FREE Full text] [Medline: 15760999] [doi:
10.1136/bmj.330.7491.581]

15. Lafky D, Tulu B, Horan T. Information systems and health care X: A user-driven approach to personal health records.
Communications of the Association for Information Systems 2006;17:46.

16. Rosenbaum S, Jones E, Shin P, Ku L. George Washington University School of Public Health and Health Services. 2009.
National Health Reform: How Will Medically Underserved Communities Fare? URL : http://www.gwumc.edu/sphhs/
departments/healthpolicy/dhp_publications/pub_uploads/dhpPublication_5046C2D E-5056-9D20-3D2A 570F2CF3F8BO.
pdf [WebCite Cache ID 5p7DBvp2x]

17. Cdifornia Budget Project. 2007. Incomes Declined, Poverty Increased: New Data Mark a Reversal of Progress Made in
2006. URL: http://www.cbp.org/documents/080826_pressrelease_censusdata.pdf [WebCite Cache ID 5p7Dedrge]

18. DeNavas-Walt C, Proctor B, Smith J. US Census Bureau. 2008. DeNavas-Walt C, Proctor B, Smith J. Income, Poverty
and Health Insurance Coverage in the United States: 2007. URL : http://www.census.gov/prod/2008pubs/p60-235.pdf
[WebCite Cache 1D 5p7JQXnf(Q]

http://www.jmir.org/2010/3/e32/ JMed Internet Res 2010 | val. 12 | iss. 3 [e32 | p.27
(page number not for citation purposes)

RenderX


http://www.nhitunderserved.org/resources/media/documents/NORC%20HIT%20and%20underserved%20report-1.pdf
http://www.nhitunderserved.org/resources/media/documents/NORC%20HIT%20and%20underserved%20report-1.pdf
http://www.webcitation.org/5p75zF9er
http://www.who.int/whosis/whostat/EN_WHS09_Full.pdf
http://www.who.int/whosis/whostat/EN_WHS09_Full.pdf
http://www.webcitation.org/5p79JIcCX
http://www.chcf.org/documents/chronicdisease/SafetyNetPatientsOnline.pdf
http://www.webcitation.org/5p798o6D1
http://www.webcitation.org/5p798o6D1
http://www.ahrq.gov/data/safetynet/weinick.pdf
http://www.webcitation.org/5p79h4sJH
http://www.webcitation.org/5p79h4sJH
http://www.ahrq.gov/qual/nhdr09/nhdr09.pdf
http://www.webcitation.org/5p7AaOXiU
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16162575&dopt=Abstract
http://dx.doi.org/10.1377/hlthaff.24.5.1290
http://www.ils.unc.edu/phr/files/final%20report%20010307.pdf
http://www.ils.unc.edu/phr/files/final%20report%20010307.pdf
http://www.webcitation.org/5p7BY9m3V
http://www.connectingforhealth.org/resources/wg_eis_final_report_0704.pdf
http://www.webcitation.org/5p7C1slAv
http://www.webcitation.org/5p7C1slAv
http://www.pubmedcentral.nih.gov/articlerender.fcgi?tool=pubmed&pubmedid=16357345
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16357345&dopt=Abstract
http://dx.doi.org/10.1197/jamia.M2025
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19408968&dopt=Abstract
http://www.pubmedcentral.nih.gov/articlerender.fcgi?tool=pubmed&pubmedid=9609495
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=9609495&dopt=Abstract
http://www.jmir.org/2009/2/e14/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19403467&dopt=Abstract
http://dx.doi.org/10.2196/jmir.1187
http://bmj.com/cgi/pmidlookup?view=long&pmid=15760999
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15760999&dopt=Abstract
http://dx.doi.org/10.1136/bmj.330.7491.581
http://www.gwumc.edu/sphhs/departments/healthpolicy/dhp_publications/pub_uploads/dhpPublication_5046C2DE-5056-9D20-3D2A570F2CF3F8B0.pdf
http://www.gwumc.edu/sphhs/departments/healthpolicy/dhp_publications/pub_uploads/dhpPublication_5046C2DE-5056-9D20-3D2A570F2CF3F8B0.pdf
http://www.gwumc.edu/sphhs/departments/healthpolicy/dhp_publications/pub_uploads/dhpPublication_5046C2DE-5056-9D20-3D2A570F2CF3F8B0.pdf
http://www.webcitation.org/5p7DBvp2x
http://www.cbp.org/documents/080826_pressrelease_censusdata.pdf
http://www.webcitation.org/5p7Dedrge
http://www.census.gov/prod/2008pubs/p60-235.pdf
http://www.webcitation.org/5p7JQXnf0
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Horan et al

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

35.

36.

37.
38.

39.

40.

41.

42.

Milicevicl, Cullen. IPSI. 2005. Quality of Online Health Information: Why isit important, what aspects are appreciated,
and by whom? URL : http://www.euser-eu.org/ShowDocument.asp?CaseDocumentl D=62 [WebCite Cache D 5p7K 8e03m|
Andreassen HK, Bujnowska-Fedak MM, Chronaki CE, Dumitru RC, Pudule |, Santana S, et al. European citizens' use of
E-headlth services: a study of seven countries. BMC Public Health 2007;7(1):53 [EREE Full text] [Medline: 17425798]
[doi: 10.1186/1471-2458-7-53]

Kummervold PE, Chronaki CE, Lausen B, Prokosch HU, Rasmussen J, Santana S, et a. eHealth trendsin Europe 2005-2007:
apopulation-based survey. JMed I nternet Res 2008;10(4):e42 [FREE Full text] [Medline: 19017584] [doi: 10.2196/jmir.1023]
Milicevic |, Gareis K, Korte WB. Making progress towards user-orientation in online public service provision in Europe.
Presented at: 1ST 2005; 2005 October 19-21; Ljubljana, Slovenia URL: http://www.euser-eu.org/ShowDocument.
asp?CaseDocument! D=266 [WebCite Cache ID 5rdtCbEEY]

California HealthCare Foundation. 2007. Snapshot: California's Uninsured 2007. URL : http://www.chcf.org/documents/
insurance/SnapshotUninsured07.pdf [WebCite Cache ID 5p7L Cgo8b]

Wallace SP, Gutiérrez VF, Castafieda X . Accessto preventive services for adults of Mexican origin. JImmigr Minor Health
2008 Aug;10(4):363-371. [Medline: 17939052] [doi: 10.1007/s10903-007-9093-3]

Chang BL, Bakken S, Brown SS, Houston TK, Kreps GL, KukafkaR, et al. Bridging the digital divide: reaching vulnerable
populations. JAm Med Inform Assoc 2004;11(6):448-457 [ FREE Full text] [Medline: 15299002] [doi: 10.1197/jamia.M 1535]
Harkin T. Tom Harkin lowa’s Senator. 2009. Statement by Senator Tom Harkin: On Accessto Prevention and Public Health
for High Risk Populations. URL : http://harkin.senate.gov/press/rel ease.cfm?=307355 [WebCite Cache ID 5j10bK CIx]
Botts N, Horan TA. Bridging care communication and health management within diverse and underserved populations.
2008 Presented at: 14th Americas Conference on Information Systems; 2008 August 14-17; Toronto, Canada URL: http:/
[aisel .aisnet.org/amcis2008/15 [WebCite Cache ID 5rdXGZRI1]

Strauss A, Corbin J. Basics of Qualitative Research: Techniques and Procedures for Devel oping Grounded Theory. Second
edition. Thousand Oaks, CA: Sage Publications, Inc; 1998.

Winkelman W. Patient-perceived usefulness of online electronic medical records: Employing grounded theory in the
development of information and communication technologies for use by patients living with chronic illness. JAm Med
Inform Assoc 2005;12(3):306-314. [Medline: 15684128] [doi: 10.1197/jamia.M 1712]

Botts N, Horan TA. Electronic personal health records and systems to improve care for vulnerable populations. 2007
Presented at: 13th Americas Conference on Information Systems; 2007 August 9-12; Keystone, Colorado URL: http://aisel.
aisnet.org/amcis2007/116 [WebCite Cache ID 5p7MXfcoS]

Botts N, Thoms B, Horan T. HealthATM: Interactive services for underserved populations. Presented at: AMIA 2009
Annua Symposium; 2009 November 14-18; San Francisco, CA URL : http://symposium2009.amia.org/files/symposi um2009/
AMIA_Advanced_Program_Final_LoRes.pdf [WebCite Cache ID 5rdX216H5]

Moreno L, Peterson S, Bagchi A, Ursin R. Mathematica Policy Research, Inc. 2007. Personal health records: What do
underserved consumers want? URL : http://www.mathemati ca-mpr.com/publications/pdfs/phrissuebr.pdf [WebCite Cache
ID 5p8ewmwDr]

Berland GK, Elliott MN, MoralesLS, Algazy JI, Kravitz RL, Broder MS, et al. Health information on the Internet:
accessibility, quality, and readability in English and Spanish. JAMA 2001;285(20):2612-2621 [FREE Full text] [Medline:
11368735] [doi: 10.1001/jama.285.20.2612]

Molnar C. Quality Interagency Coordination Task Force. 2000. Consumerswith Special Communications Needs: Informing
Consumers about Health Care Quality. URL: http://www.quic.gov/consumer/conference/molnar.htm [WebCite Cache ID
5p7Nfntcm]

Atkinson NL, Saperstein SL, Desmond SM, Gold RS, Billing AS, Tian J. Rural eHealth nutrition education for limited-income
families: an iterative and user-centered design approach. JMed Internet Res 2009;11(2):e21 [FREE Full text] [Medline:
19632974] [doi: 10.2196/jmir.1148]

Hesse BW, Shneiderman B. eHealth research from the user's perspective. Am J Prev Med 2007 May;32(5 Suppl):S97-103
[FREE Full text] [Medline: 17466825] [doi: 10.1016/j.amepre.2007.01.019]

Shneiderman B. Universal usability. Communications of the ACM 2000;43(5):84-91. [doi: 10.1145/332833.332843]
Clancy CM, Kiley JP, Weiss KB. Eliminating asthma disparities through multi-stakeholder partnerships. Chest
2007;132(5):1422-1424. [Medline: 17998357] [doi: 10.1378/chest.07-1947]

Deloitte Center for Health Solutions. 2008. The Medical Home: Disruptive Innovation for a New Primary Care Model.
URL: http://www.dhcs.ca.gov/provgovpart/Documents/Del oitte%620-%20Fi nancial %20M odel %20f or%20M edi cal %20Home.
pdf [WebCite Cache |D 5p70JdbH7]

Godlee S, Conte C. Benton Foundation. 1998. Losing Ground Bit by Bitinthe T Age. URL : http://www.benton.org/archive/
publibrary/losing-ground/home.html [WebCite Cache ID 5p8fPdvxc]

Rohde GL, Shapiro R. US Department of Commerce. 2000. Falling Through the Net: Toward Digital Inclusion. URL: http:/
[search.ntia.doc.gov/pdf/fttn00.pdf [WebCite Cache ID 5p8I16vJt]

Brown J. Crossing the Digital Divide. In: Ermann MD, Shauf M S, editors. Computers, Ethics and Society. 3rd edition.
New York, NY: Oxford University Press; 2003:249.

http://www.jmir.org/2010/3/e32/ JMed Internet Res 2010 | vol. 12 | iss. 3 [e32 | p.28

RenderX

(page number not for citation purposes)


http://www.euser-eu.org/ShowDocument.asp?CaseDocumentID=62
http://www.webcitation.org/5p7K8e03m
http://www.biomedcentral.com/1471-2458/7/53
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17425798&dopt=Abstract
http://dx.doi.org/10.1186/1471-2458-7-53
http://www.jmir.org/2008/4/e42/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19017584&dopt=Abstract
http://dx.doi.org/10.2196/jmir.1023
http://www.eusereu.org/SHOWUSERSQL.asp?SQLID=3,2,4&show=LIST&MenuID=108
http://www.eusereu.org/SHOWUSERSQL.asp?SQLID=3,2,4&show=LIST&MenuID=108
http://www.webcitation.org/5rdtCbE6Y
http://www.chcf.org/documents/insurance/SnapshotUninsured07.pdf
http://www.chcf.org/documents/insurance/SnapshotUninsured07.pdf
http://www.webcitation.org/5p7LCqo8b
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17939052&dopt=Abstract
http://dx.doi.org/10.1007/s10903-007-9093-3
http://www.pubmedcentral.nih.gov/articlerender.fcgi?tool=pubmed&pubmedid=15299002
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15299002&dopt=Abstract
http://dx.doi.org/10.1197/jamia.M1535
http://harkin.senate.gov/press/release.cfm?i=307355
http://www.webcitation.org/5jlObKCIx
http://aisel.aisnet.org/amcis2008/15
http://aisel.aisnet.org/amcis2008/15
http://www.webcitation.org/5rdXGZRl1
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15684128&dopt=Abstract
http://dx.doi.org/10.1197/jamia.M1712
http://aisel.aisnet.org/amcis2007/116
http://aisel.aisnet.org/amcis2007/116
http://www.webcitation.org/5p7MXfcoS
http://symposium2009.amia.org/files/symposium2009/AMIA_Advanced_Program_Final_LoRes.pdf
http://symposium2009.amia.org/files/symposium2009/AMIA_Advanced_Program_Final_LoRes.pdf
http://www.webcitation.org/5rdX2I6H5
http://www.mathematica-mpr.com/publications/pdfs/phrissuebr.pdf
http://www.webcitation.org/5p8ewmwDr
http://www.webcitation.org/5p8ewmwDr
http://jama.ama-assn.org/cgi/pmidlookup?view=long&pmid=11368735
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11368735&dopt=Abstract
http://dx.doi.org/10.1001/jama.285.20.2612
http://www.quic.gov/consumer/conference/molnar.htm
http://www.webcitation.org/5p7Nfntcm
http://www.webcitation.org/5p7Nfntcm
http://www.jmir.org/2009/2/e21/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19632974&dopt=Abstract
http://dx.doi.org/10.2196/jmir.1148
http://pubmedcentralcanada.ca/articlerender.cgi?tool=pubmed&pubmedid=17466825
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17466825&dopt=Abstract
http://dx.doi.org/10.1016/j.amepre.2007.01.019
http://dx.doi.org/10.1145/332833.332843
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17998357&dopt=Abstract
http://dx.doi.org/10.1378/chest.07-1947
http://www.dhcs.ca.gov/provgovpart/Documents/Deloitte%20-%20Financial%20Model%20for%20Medical%20Home.pdf
http://www.dhcs.ca.gov/provgovpart/Documents/Deloitte%20-%20Financial%20Model%20for%20Medical%20Home.pdf
http://www.webcitation.org/5p7OJdbH7
http://www.benton.org/archive/publibrary/losing-ground/home.html
http://www.benton.org/archive/publibrary/losing-ground/home.html
http://www.webcitation.org/5p8fPdvxc
http://search.ntia.doc.gov/pdf/fttn00.pdf
http://search.ntia.doc.gov/pdf/fttn00.pdf
http://www.webcitation.org/5p8lI6vJt
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Horan et al

43.

44,

45,

46.

47.

48.

49,

50.

51.

52.

53.

55.

56.

57.

58.

59.

60.

61.

Lievrouw L, Farb S. Information and Equity. In: Cronin B, editor. Annual Review of Information Science and Technology.
Medford, NJ: Information Today, Inc; 2003:588.

Berkman ND, Dewalt DA, Pignone MP, Sheridan SL, Lohr KN, Lux L, et al. Literacy and health outcomes. Evid Rep
Technol Assess (Summ) 2004 Jan(87):1-8 [FREE Full text] [Medline: 15819598]

Brodie M, Flournoy RE, Altman DE, Blendon RJ, Benson JM, Rosenbaum MD. Health information, the Internet, and the
digital divide. Health Aff (Millwood) 2000;19(6):255-265 [FREE Full text] [Medline: 11192412] [doi:
10.1377/hithaff.19.6.255]

Martin Z. Underserved clinics collaborate on I.T. Health Data Manag 2006;14(10):66 68. [Medline: 17063759]

Rogers E. Diffusion of Innovations. 5th edition. New York, NY: Free Press; 2003.

ValletaR, MacDonald G. Federal Reserve Bank of San Francisco Economic Letter. 2003. Is There a Digital Divide? URL:
http://www.frbsf.org/publications/economics/l etter/2003/el 2003-38.pdf [WebCite Cache ID 5p7QU80de]

Kim EH, Stolyar A, Lober WB, Herbaugh AL, Shinstrom SE, Zierler BK, et al. Challengesto using an electronic personal
health record by alow-income elderly population. JMed Internet Res 2009;11(4):e44 [FREE Full text] [Medline: 19861298]
[doi: 10.2196/jmir.1256]

Compaine B. Stakes for Democracy. In: Compaine BM, editor. The Digital Divide: Facing a Crisis of Creating a Myth?
Cambridge, MA: MIT Press Sourcebooks; 2001:357.

Salvador T, Sherry J. Local Learnings: An essay on designing to facilitate effective use of ICTs. The Journal of Community
Informatics 2004;1(1):76-83.

CaliforniaHealthCare Foundation. 2008. The State of Health Information Technology in California: Consumer Perspective.
URL: http://www.chcf.org/documents/chroni cdi sease/HI T Consumer Snapshot08.pdf [WebCite Cache ID 5p7R4bslF]
Botts N, Thoms B, Noamani A, Horan T. Cloud computing architectures for the underserved: Public health
cyberinfrastructures through a network of HealthATMs. 2010 Presented at: Hawaii International Conference on System
Sciences; 2010 Jan 5-8; Koloa, Kauai, Hawaii URL : http://doi.ieeecomputersociety.org/10.1109/HI CSS.2010.107 [WebCite
Cache 1D 5p7ciPPGQ]

; 111th Congress (2009-2010). GovTrack.us. HR 1: American Recovery and Reinvestment Act of 2009 URL : http://www.
govtrack.us/congress/bill xpd?bill=h111-1 [WebCite Cache ID 5p7VJERIB]

Centersfor Medicare & Medicaid Services. 2010. URL: http://www.cms.gov/ehrincentiveprograms/ [WebCite Cache ID
5rLY kvbX7]

Arzt N. State of Utah Department of Health. 2007. Evolution of public health information systems: Enterprise-wide
approaches. URL : http://health.utah.gov/phi/publications’/UT_White Paper.pdf [WebCite Cache ID 5p7amTBEM]
Wiljer D, Urowitz S, Apatu E, DelL enardo C, Eysenbach G, Harth T, et a; Canadian Committee for Patient Accessible
Health Records. Patient accessible el ectronic health records: exploring recommendations for successful implementation
strategies. J Med Internet Res 2008;10(4):e34 [FREE Full text] [Medline: 18974036] [doi: 10.2196/jmir.1061]

California HealthCare Foundation. 2008. Navigating Care Transitionsin California: Two Models for Change. URL: http:/
/www.chcf.org/documents/chroni cdisease/CareTransitionsl B.pdf [WebCite Cache ID 5p7bL 6nvQ]

California Department of Health Care Services. 2008. California Department of Health Care Services Strategic Plan. URL:
http://www.dhcs.ca.gov/Documents/DHCS%20Strategi c%20P an%202008-2011%2010-2008.pdf [WebCite Cache ID
5p7d7HRXJ]

Centersfor Medicare & Medicaid Services. 2005. Summary of Responses to an Industry RFI Regarding a Role for CMS
with Personal Health Records URL: http://www.cms.hhs.gov/perhealthrecords/ [WebCite Cache ID 5rKHneOCd]
Eysenbach G. Poverty, human development, and the role of eHealth. JMed Internet Res 2007;9(4):e34 [FREE Full text]
[Medline: 17951217] [doi: 10.2196/jmir.9.4.e34]

Abbreviations

AHRQ: Agency for Health care Research and Quality
AARA: American Reinvestment and Recovery Act

ATM: automated teller machine

EMR: electronic medical record

HIPAA: Health Insurance Portability and Accountability Act
health I T: health information technology

MUA: medically underserved area

PHR: personal health record

http://www.jmir.org/2010/3/e32/ JMed Internet Res 2010 | val. 12 | iss. 3 [e32 | p.29

RenderX

(page number not for citation purposes)


http://www.ahrq.gov/downloads/pub/evidence/pdf/literacy/literacy.pdf
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15819598&dopt=Abstract
http://content.healthaffairs.org/cgi/pmidlookup?view=long&pmid=11192412
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11192412&dopt=Abstract
http://dx.doi.org/10.1377/hlthaff.19.6.255
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17063759&dopt=Abstract
http://www.frbsf.org/publications/economics/letter/2003/el2003-38.pdf
http://www.webcitation.org/5p7QU80de
http://www.jmir.org/2009/4/e44/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19861298&dopt=Abstract
http://dx.doi.org/10.2196/jmir.1256
http://www.chcf.org/documents/chronicdisease/HITConsumerSnapshot08.pdf
http://www.webcitation.org/5p7R4bslF
http://doi.ieeecomputersociety.org/10.1109/HICSS.2010.107
http://www.webcitation.org/5p7ciPPGO
http://www.webcitation.org/5p7ciPPGO
http://www.govtrack.us/congress/bill.xpd?bill=h111-1
http://www.govtrack.us/congress/bill.xpd?bill=h111-1
http://www.webcitation.org/5p7VJERiB
http://www.cms.gov/ehrincentiveprograms/
http://www.webcitation.org/5rLYkvbX7
http://www.webcitation.org/5rLYkvbX7
http://health.utah.gov/phi/publications/UT_White_Paper.pdf
http://www.webcitation.org/5p7amTBEM
http://www.jmir.org/2008/4/e34/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18974036&dopt=Abstract
http://dx.doi.org/10.2196/jmir.1061
http://www.chcf.org/documents/chronicdisease/CareTransitionsIB.pdf
http://www.chcf.org/documents/chronicdisease/CareTransitionsIB.pdf
http://www.webcitation.org/5p7bL6nvQ
http://www.dhcs.ca.gov/Documents/DHCS%20Strategic%20Plan%202008-2011%2010-2008.pdf
http://www.webcitation.org/5p7d7HRXJ
http://www.webcitation.org/5p7d7HRXJ
http://www.cms.hhs.gov/perhealthrecords/
http://www.webcitation.org/5rKHne0Cd
http://www.jmir.org/2007/4/e34/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17951217&dopt=Abstract
http://dx.doi.org/10.2196/jmir.9.4.e34
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Horan et al

Edited by G Eysenbach; submitted 16.09.09; peer-reviewed by A Fruhling, D Charbonneau; comments to author 08.10.09; revised
version received 10.05.10; accepted 25.05.10; published 04.08.10.

Please cite as.

Horan TA, Botts NE, Burkhard RJ

A Multidimensional View of Personal Health Systems for Under served Populations
J Med Internet Res 2010;12(3): €32

URL: http://mwww.jmir.org/2010/3/e32/

doi:10.2196/jmir.1355
PMID: 20685644

©Thomas A Horan, Nathan E Botts, Richard J Burkhard. Originally published in the Journal of Medical Internet Research
(http://www.jmir.org), 04.08.2010 Thisisan 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
bibliographicinformation, alink to the original publication on http://www.jmir.org/, aswell asthis copyright and licenseinformation
must be included.

http://www.jmir.org/2010/3/e32/ JMed Internet Res 2010 | val. 12 | iss. 3 €32 | p.30
(page number not for citation purposes)

RenderX


http://www.jmir.org/2010/3/e32/
http://dx.doi.org/10.2196/jmir.1355
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20685644&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Bonander & Gates

Viewpoint

Public Health in an Era of Personal Health Records: Opportunities
for Innovation and New Partnerships

Jason Bonander!, MA; Suzanne Gates?, MPH

INational Center for Chronic Disease Prevention and Health Promotion, Centers for Disease Control and Prevention, Atlanta, USA
2National Center for Public Health Informatics, Centers for Disease Control and Prevention, Atlanta, USA

Corresponding Author:

Jason Bonander, MA

National Center for Chronic Disease Prevention and Health Promotion
Centers for Disease Control and Prevention

4770 Buford Highway, NE Mail Stop K-54

Atlanta GA 30341

USA

Phone: 1 770 488 5606

Fax: 1 770 488 5999

Email: jbonander@cdc.gov

Abstract

In the near future, citizens will be able to control and manage their own health information through electronic personal health
record systems and tools. The clinica benefits of this innovation, such as cost savings, error reduction, and improved
communication, have been discussed in the literature and public forums, as have issues related to privacy and confidentiality.
Receiving little attention are the benefits these will have for public health. The benefits and potential for innovation are broad
and speak directly to core public health functions such as health monitoring, outbreak management, empowerment, linking to
services, and research. Coupled with this is a new relationship with citizens as key partners in protecting and promoting the

public’s health.

(J Med I nternet Res 2010;12(3):€33) doi:10.2196/jmir.1346
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Introduction

Personal health records (PHRS) have been apart of clinical care
for decades. The most recognizable is a simple paper card that
lists an individual’s immunization history. During the last 10
to 15 years, with the increasing use of technologiesin clinical
care and growth in electronic medical records (EMR), the PHR
too has gone electronic. More recently, the electronic PHR has
garnered increasing attention as a potentia agent for
citizen-centric health systems transformation [1,2], as a new
personal tool for promoting health and health engagement [3-5],
asameansfor increasing efficienciesin appointment scheduling
and medication refills, and as a means of improving the
doctor-patient relationship [6,7]. At the time of this writing, a
PHR can take multiple forms, ranging from stand-al one software
for one’'s computer to secure websites tethered to a specific
practice or organization to general secure websites as platforms
to integrate various kinds of health information. Each of these
approaches supports different health needs such as tracking

http://www.jmir.org/2010/3/e33/
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visits and costs, enabling secure email with physicians,
scheduling appointments, refilling medications, and/or
integrating clinical care. A subtle yet important difference in
PHR offerings is the degree to which individuals have direct
control over the data in their PHRs. Some PHRs offer “read
only” access to one's medical record, while others allow
individualsto control who getsto view what within their record.
There is considerable debate regarding the degree to which
individuals should be able to control access to their health
information and the forms that control may take [8,9].

Like EMRs, PHRs may aso enhance the quality of care,
improve doctor-patient communications, reduce the risk of
medical errors, prevent unnecessary repetition of medical tests
and procedures, and improve quality of life and health outcomes
[2]. Inaddition, PHRs are beginning to allow individual sto add
information such asweight or glucose readings, care plans, and
customi zed applications with data accessible by mobile devices.
Soon PHRs and persona health platforms will be able to
seamlesdly integrate with more robust mobile health devices,

JMed Internet Res 2010 | val. 12 | iss. 3 [e33 | p.31
(page number not for citation purposes)


mailto:jbonander@cdc.gov
http://dx.doi.org/10.2196/jmir.1346
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

services, applications, and Web-based socia networks. These
capabilities can help individuals understand the information
contained in their health records and relate it to daily activities
and their environment, which could allow health and healthy
living to become more integrated into daily living [5,10-11].

From the above description of PHR capabilities, both current
and future, the public health opportunities with PHR systems
start to gain clarity. However, public health has yet to
significantly engage with the growing momentum despite
significant opportunities. Potential benefits of PHRs to public
health include providing information and resources, promoting
healthier living, strengthening the continuum of care, and being
a source of health monitoring data to supplement traditional
public health activities such as surveillance and surveys.
Research has shown that 75% of the US population would share
personal hedth information with public officials to speed
outbreak investigations and other public health activities given
proper security and confidentiality measures [12]. Now is the
timeto think critically about public health’srolein the growing
PHR movement: What potential do PHRs have in serving core
public health functions?

Public Health and Personal Health
Records

A useful frame for public health activities is the set of ten
essential public health services [13], which are:

« Monitoring health status to identify community health
problems

- Diagnosing and investigating health problems and hazards
in the community

- Informing, educating, and empowering people about health
issues

« Mobilizing community partnerships to identify and solve
health problems

«  Developing policiesthat support individual and community
health efforts

- Enforcing laws and regulations that protect health and
ensure safety

« Linking people to needed personal health services

« Assuring a competent public health and personal health
care workforce

- Evauating effectiveness, accessibility, and quality of
personal and population-based health services

«  Conducting research to devel op new insights and innovative
solutions to health problems

The range of services performed by a given public health
organization will depend upon whether it operates at the local,
state, or federal level. Through these services, public health
agencies seek to protect health, prevent disease and injury,
promote healthy lifestyles and behaviors, respond to disasters,
and assure accessible, high-quality health services. The
innovation potential of PHRs will alow public health
organizationsto enhance each essential service, thereby building
amuch stronger and more effective public health system. Here,
we discuss PHRs in the context of five of the essential services
in the hopes of adding clarity to the issues and energy to the
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dialogue. Thisdiscussion a so seeksto provide pointersto how
we think some of these envisioned functions could become
reality.

Monitor Health

Monitoring population health status is a central public health
activity. A variety of survey systems, such as the Center for
Disease Control and Prevention’s National Health and Nutrition
Examination Survey (NHANES) and National Health Interview
Survey (NHIS), aswell as state and national reporting systems,
such as the Behavioral Risk Factor Surveillance System
(BRFSS), Pregnancy Risk Assessment Monitoring System
(PRAMS), and the National Electronic Disease Surveillance
System (NEDSS), provide public health with the ability to assess
health trends, identify and respond to emerging threats (eg,
salmonellaand E. coli) and guide development of interventions
and policiesthat address serious health conditions (eg, obesity,
smoking, and tuberculosis). These tools and reporting systems
have been in operation for many years and remain essential to
assessing health status, measuring disparities, and protecting
the public’'s headlth. However, PHRs hold the potential to
improve health monitoring and may even foster entirely new
approachesto thisessential service. For example, through PHRs,
individuals could easily, cheaply, and en masse sharetheir health
data anonymously with public health agencies, in essence
creating “sentinel citizen” networks. Such networks could be
both passive, where population data is anonymously analyzed
in order to assess the prevalence of health issues, and active,
where citizens elect to share targeted health information of
interest to public health agencies. These approaches could
enhance information gathering and reduce the resources
necessary to support current health monitoring systems and
further engage individuals as sentinels in protecting their own
health and the health of their family, their community, and
ultimately, the nation.

In a context where the public is actively and passively sharing
health information with public health, this sharing also opens
the door to a new kind of bidirectional relationship between
individuals and public health, one not part of traditional public
health monitoring activities. Currently, one of the few public
health survey programsthat has abidirectional relationship with
participantsisNHANES. A routine part of the NHANES survey
processisto synthesize survey findings and package them with
aparticipant’s own health information asa* report of findings,”
whichisthen sent through the mail to the NHANES parti cipant.
PHRs have the potentia to streamline this process by offering
to provide a participant’s health information in electronic form
for integration with their other personal hedth data. By
digitizing this process, the potentia is created to establish a
bidirectional communication channel for information sharing,
future opt-in survey involvement, and so forth. While this may
not be applicable to most of public health’s traditional survey
activities, it does open anovel window on new ways to address
public health’s mission.

Finally, a central issue with all health-monitoring activitiesis
data quality. Even with current health monitoring activities,
considerable time is spent managing data (ie, cleaning,
integrating, and linking) to ensure it is of the highest quality.
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High quality dataisthe bedrock of evidence-based public health.
PHRs have the ability to put some of these data management
processes into the hands of individuals, allowing them to play
a key role in maintaining the accuracy of their own personal
health information. For example, individuals may identify and
alert providers to gaps or inaccuracies in their personal health
dataranging from personal characteristics, such as age, to past
health events and current medications. Currently, health
providers and administrators use such data primarily for
administrative and reporting functions such as bill processing,
service reimbursement, accreditation, and health monitoring.
However, PHRs will allow individuals to monitor the quality
of their health data/information and address data inaccuracies
with their health providers, resulting in higher quality aggregated
population health data reported at the local, state, and national
levels. This example is not meant to address the validity or
reliability of EMR or PHR data (an area in need of further
research). Rather, we wish to highlight the effectsthat managing
the quality of and controlling one’s personal health information
could have on the quality of reported data (eg, vital statistics
registries and immunization registries). Because clinical data
are essential to understanding and addressing popul ation health
issues, improving the quality of these data could likely lead to
development of more effective public heath policies and
interventions. A case in point would be birth registries and
health information collected on the mother and baby around the
birth event. The type and quality of data captured by current
registries vary by state. What if a PHR could be created for an
infant at birth by the mother through the birth registration
process? What if amother’sPHR could hel p provideinformation
about her care and other data required at the birth registration
(and if the mother did not have a PHR, offer her one through
the auspices of the state health department)? These actions
would not only strengthen birth registration content and
information contained within PHRs, it would also impact the
adoption of PHRs by tying them to birth registries. Further,
mothers could provide data corrections back to the hospitals
thereby compelling them to become more vigilant with regard
to accuracy and the quality of health datain general as well as
those data that are reported to public health.

Investigate Health Issues

A key public health objective is to shorten the time it takes to
identify and control potential health threats, and PHRs hold the
potential to increase the speed and improve the efficiency and
effectiveness of outbreak investigations. Combining PHRswith
current and anticipated tool s (eg, |ocation-tagged mobile phone
pictures linked to persona health information) could make it
much easier for individualsto assist public health with real-time
reporting during and after outbreaks and disasters. Individuals
could voluntarily share personally identifiable or anonymous
health data and information for a time-delimited period to
rapidly aid public health officialsin identifying and controlling
an event. Thiswould provide aconvenient and critical feedback
loop where individuals could get back information of valuein
return for sharing their information with public health and
contributing to improved population health. Another expanded
option would allow individuals to proactively combine their
PHR data with regularly available health surveillance data in
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exchangefor receiving timely, personalized, and localized public
health alerts and notifications.

Inform, Educate, and Empower

Driven by research and the changing incidence of health
conditions, promotion of healthier behaviorsisanother of public
health’'s core functions. PHRs offer the potential for deeply
tailored health promotion opportunitiesthat could go far beyond
current strategies to improve health behaviors. Strategies
include, for example, Web-based programs to improve
self-management of diabetes or support tobacco use cessation.
While such strategies are still relevant, new tools could be
designed to use existing PHR data to allow individuals to
monitor their data and benchmark their health against thosein
their zip code, county, state, and nation. Putting nationally
representative health datato work in this context could provide
theimpetusto create heal thier communities and homes. Consider
the potential of using PHRsto provide individual swith profiles
of their neighborhood (eg, parks, bike trails, sidewalks, air
quality, and grocery and retail stores within walking distance),
along with recommendations tailored to an individual’s health
characteristics. For example, could restaurant recommendations
be made based on an individual’s BMI, weight maintenance
goals, current dietary needs, the day’slevel of physical activity,
and geographical |ocation?The potential benefits of converging
personal health datawith other information becomes a powerful
tool for helping individuals incorporate healthy behavior into
daily living.

Link Peopleto Services

Through PHRs, the process of connecting citizens with needed
health services and resources could become more streamlined
and tailored to local circumstances [14]. Using influenza
vaccination as an example, the Advisory Committee on
Immunization Practices (ACIP) has recommended that
individuals at high risk for serious complications receive an
annual vaccination (eg, children 6 monthsto age 19, individuals
over 50, those with chronic conditions, and those caring for
individuals at high risk for complications) [15]. With PHRS,
alerts could be sent directly to individuals who should receive
a vaccination, along with a localized map of nearby clinics
offering this service with information on hours, languages
spoken, and costs. By sending this information via a maobile
device, public health could harness the power of immediacy.
In this way, individuals could be reached not just where they
live or work, but where they happen to be at any given time
during the day. Taking this a step further, PHRs could enable
individualsto immediately report receipt of avaccination (with
date, time, and geographic location) to public health monitoring
systems, alowing for a more nuanced picture of vaccination
behavior trends. Flu vaccination represents only an example of
the multitude of service connections enabled by PHRS; other
examplesinclude cancer screening, other immunizations, mental
health counseling, well-baby services, support groups, and so
forth.

Perform Research

Public health’s research agenda addresses key areas of disease
and injury burden. Currently this research is carried through
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extramural partnerships with educational ingtitutions, research
institutes, and intramural projects. The emergence of PHRs
creates new research opportunities and new ways to partner
with the public in the research enterprise. For example, PHRs
could support the ability to build longitudinal research panels
that could support public health research on the myriad
connections between population health and health care (eg,
clinical preventive service use) and greater insight into disease
prevention and control efforts and outcomes. Additionally,
individual self-report data and information could be of great
value in refining public health research. For example, research
has already suggested that under the right circumstances, blood
pressure monitoring could be more accurate when taken at home
by educated patients using an approved calibrated device and
sent in to the physician’s office as opposed to measurements
taken in a clinical setting [16,17]. This example suggests an
untapped continuum of qualitative to quantitative self-reported
health information, which could be used to identify subtle
aspects of contextual health behavior and devel op more nuanced
public health interventions, recommendations, and policies.
Such innovation could result in astrengthened relationship with
citizens as partnersin the public health research process.

More on Data Quality

There are important questions as to the quality and reliability
of the data shared from PHRs. For example, how reliableisdata
that is entered by an individual into their PHR? How useful is
this datafor clinical or public health purposes? Might there be
acontinuum of datareliability and usefulness? For public health,
thisis not atrivial issue. Data validity and reliability are the
bedrock of public health’'s ability to create and recommend
effective population-based policies and health interventions.
As PHRs and other new health data sources become available,
research will be needed to assess data quality, reliability,
accuracy, and representativeness of each resource as it applies
to the needs of public health [18].

Public Health’s Role

There have been many cogent articulations and discussions of
the significant challenges facing PHR adoption and use as well
as policy levers to incent both individuals and organizations
[2,19-23]. Thechalengesare not insignificant and at aminimum
include being able to articul ate the value of PHRsfor individuals
along the full wellness/sickness spectrum. The value and/or
utility of PHRs outside of transaction-based functions (eg,
appointment scheduling and medication refills), such as the
potential benefits of PHRs for those managing chronic
conditions[24], have not been sufficiently researched. However,
aswework to increase our understanding of the uses and utility
of PHRs, it would also serve the interests of public health to
focus on issues related to data liquidity [25], personal health
tools and platforms [5], general health literacy and education
[26], and the waysin which these approaches and systemswork
to improve health outcomes and the quality of care as well as
influence and streamline public health practice. Focusing
energies and efforts in these areas should help prepare public
health for what PHRs can become.
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With these focal areas in mind, public headth’s role vis-a-vis
influencing policy gains some clarity. Data liquidity and
secondary use of electronic health information are of great
importance to public health. Supporting these interests, public
health has been involved in the standards-setting processes for
health information exchange, data standards that support
enhanced health monitoring and electronic laboratory reporting.
While indirect, these activities move the dial on getting
electronic health information into the hands of health
professionals, individuals, and families, enabling all aspects of
health care systemsto work smarter to protect health. Regarding
personal health tools and health literacy, Healthy People has
been an important national framework supporting these activities
[27]. Born of the 1979 Surgeon Genera’sreport, Healthy People
[28] is now in its third decade of setting national health
objectives that individuals, communities, organizations, and so
on can useto devel op programsto improve health. Components
of Healthy People 2010 included emphases on health literacy,
health information quality, and improved general accessto the
Internet and Internet resources for all Americans. For Healthy
People 2020, additional objectives have been proposed in the
area of personalized health. Though still under development at
the time of this writing, these include objectives such as
increasing patient/provider interaction, increasing accessto and
use of persona health management tools, and increasing
provider use of health information technology to improve
population health. Each of these components plays asupporting
rolein the broader discussion of PHRsto build the systems and
environmental variables tacked to improving personal health.

Lastly, thereissignificant room for public health’s contribution
in the area of how PHRs work to improve health outcomes,
improve the quality of care, and support public health practice.
Themajority of this paper hasfocused on how PHRsand related
tool s can be understood to fit within the context of public health
services. However, as has been noted recently [29], though
personal health tools appear to have some promise to improve
health outcomes and the quality of care, the state of theresearch
in thisfield is sorely wanting. Public health agencies could be
contributing more to research at this intersection specifically
focusing on how these toolsimprove carefor at risk populations.
In addition to research, there are questions of workforce
readiness and capacity to take advantage of such tools. In order
for the public health workforce to take advantage of PHRs and
related tools, a number of issues need to be further explored
and addressed. Both the Institutes of Medicine [30] and the
Associated Schools of Public Health have been calling attention
to asignificant US public health workforce shortage by 2020.
With an increasing prevalence of chronic conditions in the
population, PHRs and personal health tools could be framed as
an additional burden to an already burdened system or
understood as an opportunity to streamline and/or change public
health practices. Innovation is sometimes born of stressed
systems. Irrespective of how these capabilities are understood,
thereisan underlying need for alarger public health workforce
and onethat is attuned to possibilities and capabilities of PHRs
and personal health tools.
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Conclusion

We are witnessing the emergence and evolution of a health
information economy the likes of which we have not seen
before. Health information is increasingly updated and shared
electronically, on aminute-by-minute basis. Investments made
in the adoption of electronic medical records, most significantly
supported through the American Recovery and Reinvestment
Act, and increasing capabilities to securely exchange health
information will only increase the speed at which this occurs.
These trends and investments pave the way for new and
innovative approaches and models for public health to extend
its capabilities and achieve its mission. One of these will likely
be PHRs. Here, we have highlighted the potential benefits of
PHRsin terms of five essential public health services. Through
PHRs and other sociotechnical innovations, public health has
the opportunity to reimagine and reconsider the boundaries of
traditional activities, such as health monitoring and threat
investigations, and reconsider its traditional partnerships with
individuals as public health information providers. PHRs also
have the potential to provide tools to further strengthen other
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public health activities, such as educating and empowering
people and linking them to needed health services. Thisis a
fast-moving area, and policy considerations are currently being
deliberated by national working groups such as the National
Committee on Vital and Health Statistics [31]; data standards
and models are being debated and proposed within national
standards development organizations such as the Health
Information Technology Standards Panel [32] and Health Level
Seven; and applications are being rapidly devel oped to test these
new waters—there are easily hundreds of health applications
for theiPhone. For populations of particular concern for public
health, PHR pilotsare currently being conducted by the Centers
for Medicareand Medicaid Services[33]. Datafrom these pilots
will shed light on how these systems support the health needs
of vulnerable and at risk populations. Further, with the potential
increase in EMR adoption as stimulated through the American
Recovery and Reinvestment Act of 2009, standardized health
datawill becomereadily availableto populate PHRs[34]. There
ismuch at stakein all of these activities and public health must
have a direct and influential place at the table to ensure that
these innovations will support core public health functions and
benefit the protection and promotion of the population’s health.
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Abstract

Background: The Weight Loss Maintenance Tria (WLM) compared two long-term weight-maintenance interventions, a
personal contact arm and an Internet arm, with a no-treatment control after an initial six-month Phase | weight loss program. The
Internet arm focused on use of an interactive website for support of long-term weight maintenance. Thereis limited information
about patterns of website use and specific components of an interactive website that might help promote maintenance of weight
loss.

Objective: This paper presents a secondary analysis of the subset of participantsin the Internet arm and focuses on website use
patterns and features associated with long-term weight maintenance.

Methods: Adults at risk for cardiovascular disease (CVD) who lost at least 4 kilograms in an initial 20-week group-based,
behavioral weight-loss program were trained to use an interactive website for weight |oss maintenance. Of the 348 participants,
37% were male and 38% were African American. Mean weight loss was 8.6 kilograms. Participants were encouraged to log in
at least weekly and enter a current weight for the 30-month study period. The website contained features that encouraged setting
short-term goals, creating action plans, and reinforcing self-management habits. The website al so included motivational modules,
daily tips, and tailored messages. Based on log-in and weight-entry frequency, we divided participants into three website use
categories: consistent, some, and minimal.

Results: Participantsin the consistent user group (n = 212) were morelikely to be older (P = .002), other than African American
(P =.02), and more educated (P = .01). While there was no significant difference between website use categories in the amount
of Phase | change in body weight (P = .45) or income (P = .78), minimal website users (n = 75) were significantly more likely
to have attended fewer Phase | sessions (P = .001) and had a higher initial body mass index (BMI) (P < .001). After adjusting
for baseline characteristics including initial BMI, variables most associated with less weight regain included: number of log-ins
(P =.001), minutes on the website (P < .001), number of weight entries (P = .002), number of exercise entries (P < .001), and
sessions with additional use of website features after weight entry (P = .002).

Conclusion: Participants defined as consistent website users of an interactive behavioral website designed to promote maintenance
of weight loss were more successful at maintaining long-term weight loss.

http://www.jmir.org/2010/3/e29/ JMed Internet Res 2010 | val. 12 | iss. 3 €29 | p.38
(page number not for citation purposes)


mailto:kristine.funk@kpchr.org
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

Trial Registration:
http://www.webcitation.org/5rC7523ue)

(J Med Internet Res 2010;12(3):€29) doi:10.2196/jmir.1504

Funk et al

NCT00054925; http://clinicaltrials.gov/ct2/show/NCT00054925 (Archived by WebCite at

KEYWORDS

Weight maintenance; Internet; intervention; weight loss; behaviora strategies

Introduction

Methods

Obesity is a significant public health problem [1]. Behavioral
interventions are standard treatment for encouraging healthy
weight loss [2]. Unfortunately, behavioral interventions are
intensive, and access and adherence to them typically limited.
A majority of American adults (74%) have used the Internet
[3]. Among adults aged 50 to 64, 44% reported using the I nternet
as a source of fitness and exercise information, while 31%
reported looking online for information about weight control
[4]. These numbers and other recent studies suggest that the
Internet could be avehiclefor delivering behaviora weight-loss
treatments [5-7].

Despiteaproliferation of Internet weight-loss programs, detailed
information is lacking about which Web components are
necessary to promote adherence and long-term success. Limited
information has suggested that log-in frequency and use of
interactive features are related to weight loss [8,9]. Hurling et
al [10] compared the effect of a highly interactive website
encouraging physical activity with one that was|essinteractive;
participants using the moreinteractive website were morelikely
to continue logging in and logged in more frequently over the
study period. However, associations between various website
features and outcomes were not evaluated. We and other
researchers have postul ated that increasing frequency of website
utilization and duration of website use are likely to improve
weight loss and maintenance. Therefore, the development of
attractive and engaging I nternet-based wei ght-control programs
should be a priority. However, to maximize effectiveness and
minimize cost it is important to assess which components, if
any, of a website encourage long-term engagement and best
assist with weight-loss maintenance.

The Weight Loss Maintenance Trial (WLM) [11], one of the
longest running and largest weight-maintenance trials to date,
was designed to test the efficacy of different long-term
intervention strategies for hel ping participants maintain weight
loss. One of the treatment conditions, the Internet arm, involved
an interactive website that encouraged self-management skills
for weight maintenance that were established during an initial
six months of face-to-face weekly group meetings. TheInternet
intervention enrolled 348 participants and presented a unique
opportunity to evaluate the specific elements of website
utilization, both patterns and features, in an intervention
designed to maintain weight loss. Therefore, the aims of this
investigation were to (1) describe participant website-use
patterns and (2) evaluate which Web features were associated
with weight-loss maintenance.

http://www.jmir.org/2010/3/e29/

Sponsored by the National Heart, Lung, and Blood Institute
(NHLBI), WLM was a 30-month, 4-center, randomized clinical
trial testing the long-term efficacy of different strategies for
maintaining weight loss. The study was approved by the
institutional review board at each participating site and by an
NHLBI-appointed protocol-review committee. All participants
provided written informed consent.

In Phase | of the study, all participants enrolled in a six-month
initial weight-loss program focusing on reducing caloric intake
and increasing moderate-intensity physical activity [12]. Since
weight loss of 4 kilograms (kg) is considered clinically
significant for maintaining ahealth benefit [13,14], in Phasell,
participants who lost 4 kg or more were randomly assigned to
one of three maintenance conditions: ano-treatment self-directed
control, a persona contact maintenance program involving
monthly interaction with a health counselor, or an Internet
maintenance program. The mean weight change (regain) at 30
months for each of the three conditions was 5.5 kg in the
self-directed control group, 5.2 kg in the Internet maintenance
program, and 4.0 kg in the personal contact maintenance
program. The WLM study design and final results are published
elsawhere[11,15]. This paper focuses on those randomized into
the Internet condition (N = 348). The Internet arm involved use
of an interactive website designed to facilitate and encourage
behavioral skillsinitiated during Phase | andto aidinlong-term
weight-loss maintenance. Theweight dataused for final outcome
analysis was collected in person at clinic visits for all three
maintenance conditions. Thefinal data-collection window began
at 28 months. The study ended for an individual once hisor her
final weight had been collected. Therefore, to be consistent
when comparing use of website features, thisanalysis compares
website data for each Internet participant’s first 28 months of
use.

Participant Selection

Each participating institution recruited adults with abody mass
index (BMI = weight in kg divided by height in m?) of 25 or
greater through 45 who were taking medication for either
hypertension or hyperlipidemia. To beeligible, volunteerswere
required to demonstrate I nternet and email access by responding
to an email and logging on to a screening website.

Thelnternet I ntervention

Participants randomized to the I nternet group used an interactive
website to self-monitor weight and enter information about diet,
physical activity, and other weight-loss activities (eg, setting
goals, making action plans, and getting support). The website
provided unlimited accessfor 30 monthsto important behavioral
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intervention elementsincluding abulletin board, record-keeping
tools, goal-setting modules, diet and exercise information, and
tailored feedback. A description of the website design and
implementation process has been published [ 16] as has the cost
of developing the website [17]. The website was designed to
support weight-loss maintenance using 5 key behavioral
strategies: (1) reinforcing existing behavioral self-management,
(2) encouraging new self-management skills, (3) improving
self-efficacy, (4) encouraging long-term use of the website
through providing innovative content, and (5) promoting social
support.

Just after randomization, participantsin the Internet group were
oriented to the website at a one-time individual meeting with a
weight-loss counselor. At the 45- to 60-minute orientation,
participants set up a user account and established personal goals
and plans for maintaining weight loss. They were instructed to
log on to the website on their own within two days of the
orientation and at least weekly for the duration of the 30-month
study. At the orientation visit, the counselors encouraged
participants to continue using specific lifestyle modifications
similar to those used in Phase | of the study, including limiting
calories, engaging in regular moderate-intensity exercise (goal
of 225 minutes per week), and keeping food records. These
targets were reiterated throughout the website.

The website contained multiple interactive pathways intended
to support participants weight-management efforts, similar to
in person group meetings. For example, just as participants
might weigh in at the beginning of an in person group session,
upon log-in, participants were immediately directed to the
weight-entry screen. Participants could also check in by
providing weekly progress updates (eg, enter weight, food
records, and exercise minutes and select a date to return to the
website). They could also revise goals, view their weight graph,
and seeasummary of progress compared with goals. Additional
website featuresincluded a bulletin board for group interaction
and discussion; a motivation center that provided tailored
responses based on participants answers to inquiries about
progress; an information center that contained reliable resources
related to diet and physical activity; and ahomepage “ hub” that
displayed participant profiles, a weekly interactive poll, and
tailored checklists with suggested website activities.

We hypothesized that using the website consistently to track
weight was an important component of successful weight-loss
maintenance. To encourage this self-monitoring tool, thewebsite
was programmed to require entry of weight at least weekly. The
website calculated the number of days since the participant’s
last weight entry at each log-in; if more than seven days had
elapsed since a weight entry, all areas of the website were
disabled for that participant until aweight was entered. Once a
weight was entered, links to the other features of the website
were enabled. A series of automated email prompts and
reminders encouraged regular log-ins. Participants who missed
a weekly log-in date were sent an automated email reminder
that was repeated after another week of no contact. After two
weeks of no contact, participants received two weekly,
automated telephone calls. If thisdid not result in alog-in, study
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staff contacted participants by telephone to encourage returning
to the website; no behavioral weight-loss counseling was
provided over the phone.

Website-use Categories

For thisanalysis, we categorized participants into three groups
based on number of log-insand number of weight entries. While
participants were asked to visit the website weekly, our
operationa definition of “consistent use” was logging in and
having at least one weight entry every month for 26 of the 28
study months. We defined “ some use” aslogging in and having
at least oneweight entry in 14 to 25 of the 28 study months. All
other use was defined as “minimal use” We also defined the
number of times a specific website feature was accessed for
each of the participant-use categories. Website-use features
analyzed were those related to behavioral self-management,
including entry of weight and exercise, use of a social support
component (ie, a bulletin board) and total time spent on the
website. We defined one variable, “ sessionswith additional use
after weight entry,” to capture the number of sessionsin which
participants used the website beyond the weekly “required”
weight entry. This included bulletin-board use as well as the
numerous features accessible to participants once they had
entered aweekly weight.

Weight Outcomes

We present severa different weight outcome measures: (1)
Phase Il weight change (regain), (2) proportion of initial weight
loss regained, and (3) proportion of participants at least 4 kg
below initial weight. Final weights were collected for 323 of
348 (93%) Internet participants.

Statistical M ethods

All analyses were conducted using SAS, version 9.1 (SAS
Ingtitute Inc, Cary, NC, USA). Testsat P < .05 were considered
significant. Multiple imputation techniques to account for
missing dataare described el sewhere[15]. We used logistic and
multiple linear regression analyses, as appropriate, to adjust
selected weight outcomesfor race, sex, education, income, age,
and initial BMI. Suitably weighted point estimates, standard
deviations, and P values were caculated using the
MIANALY ZE procedure in SAS.

Results

Participants and Website Use

Over 65% of the 348 Internet participants were still actively
logging on to the website at 28 months after randomization.
Table 1 shows characteristics for al individuals in the Internet
group and each of the three subgroup categories.

Table 2 shows overall use of website features during the first
28 months for all Internet participants. In general, 50% of
participants logged on at least 107 times and spent over 400
minutes on the website. Sessions lasted 3 to 5 minutes on
average. During roughly 80% of log-ins, participants used
website features in addition to the required weight entry.
Participants read more bulletin board messages than they posted.
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Table 1. Characteristics for al Internet participants and each subgroup category

All Consistent Some Minimal P value?

(N =348) (n=212) (n=61) (n=75)
Mae 37% 42% 31% 28% =.07
African American 38% 33% 39% 51% P=.02
Age, mean (SD) 55.7 (8.5) 57.0(8.3) 54.1(7.4) 53.3(9.3) =002
Initial weight, mean (SD), kg 97.2(16.2) 95.7(16.1)  96.2(15.7)  102.3(162) P=.009
Initial BMI, mean (SD) 342 (4.9) 335 (5.0) 34.2(4.5) 36.2 (4.4) P <.001
Attended > 15 of 20 Phase | sessions 88% 93% 85% 76% P =.001
Phase | change in body weight, mean (SD) -8.6 (4.5) -8.9 (4.5) -8.1(4.3) -84 (4.9) =45
College or post college degree 62% 67% 61% 48% P=.01
Annual income > $60,000° 61% 61% 5% 63% =.78

8Two-tailed P values based on Pearson chi-square test for categorical data and one-way ANOVA for continuous data
b Miss ng values = 7; n for each group: al = 341, consistent = 208, some = 58, minimal = 75

Table 2. Overall use of specific website features over the 28 study months (N = 348)

Website Feature®

Median (Interquartile Range)

Log-ins

Minutes spent on website

Weight entries

Exercise entries

Sessions with added use after weight entry
Bulletin board messages read

Bulletin board messages posted

107 (52, 143)
433 (236, 792)
104 (51, 130)
124 (32, 376)
86 (44, 116)
54 (14, 152)
1(0, 4)

8\Website features highly correlated with each other based on Spearman correlations

Consistent Use

Based on log-in and weight entry frequency described in the
“Methods” section, 212 of 348 (61%) participantswere defined
as consistent users (Table 1). Relative to minima users,
consistent users were more likely to be older, male, other than
African American, and more educated. Also, consistent users
included participants who began Phase | at lower initia body
weight and BMI and attended more Phase | weight-loss group
sessions. With the exception of gender (P = .07), these
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differences were statistically significant. Participants in the
“some use” group were generally intermediate to those in the
“consistent use” and “minimal use” groups. No differenceswere
observed between the website use categoriesfor Phase | change
in body weight or income.

Figure 1 shows that consistent users engaged with all features
of the website more often and spent more time on the website
than other users. The website features were highly correlated
with each other (Table 3).
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Figure 1. Use of various website features for consistent (n = 212), some (n = 61), and minimal (n = 75) use categories shown as median (square) with
first (diamond) and third (triangle) quartiles
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Table 3. Spearman correlations of website use features

Funk et al

Minutes on Weight Entries®  Exercise Entries® After Weight-Entry  Bulletin Board Bulletin Board
Website? Session? Messages Read® Messages Posted?®
Log-ins 0.72 0.82 053 0.97 0.46 0.28
Minutesonwebsite 0.68 0.65 0.66 0.56 0.35
Weight entries 0.56 0.85 0.34 0.17°
Exercise entries 0.53 0.23 0.12¢
After weight-entry 0.38 0.20
sessions
Bulletin Board 0.64
messages read
8A|l values P < .001 unless otherwise specified
bp = 001
‘P=.02

Website Use Associated with Weight L oss Maintenance

Figures 2 through 4 show the associations between website-use
categories (consistent, some, and minimal) and three different
weight outcome measures. Regardless of outcome measure,
those in the consistent category had better weight outcomes
compared with the other categories. Mean weight change in
Phase 11, both absolute weight and proportion of initial weight
loss regained, was significantly lower (Iessweight regained) in
the consistent website-use category (P = .003 [Figure 2] and P

=.001[Figure3]). Likewise, significantly more consistent users,
107 out of 212 (51%), maintained aclinically important weight
loss of 4 kg compared with 16 out of 61 (27%) and 18 out of
75 (24%) in the other two categories (P = .002). Although not
significant (P = .45), a higher proportion of participantsin the
consistent category experienced no weight regain compared
with the some and minimal categories, 34 out of 212 (16%), 6
out of 61 (10%), and 6 out of 75 (9%), respectfully. When
additionally adjusted for initial BMI due to the differences
between groups, the results do not change.

Figure 2. Phase Il weight regain (kg) for each website use category shown as 95% confidence interval for the mean (two-tail P value testing for
differences based on linear regression analysis adjusted for race, sex, education, income and age, P = .003)
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Figure 3. Proportion of initial weight loss regained for each website use category shown as 95% confidence interval for the mean (two-tail P value
testing for any differences based on linear regression analysis adjusted for race, sex, education, income, and age, P = .001)
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Figure4. Proportion of participants at least 4 kg below initia weight for each website use category (two-tail P value testing for any differences based
on logistic regression analysis adjusted for race, sex, education, income, and age, P = .002)
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Table 4 showstop, middle, and bottom tertiles of usefor specific ~ entry were associated with better weight outcomes for each
website features and how frequency of use relates to weight weight outcome. Use of the bulletin board was associated with
loss maintenance. Greater numbers of log-ins, minutes, weight  better weight outcome when that outcome was measured as
and exercise entries, and use of additional features after weight  either the proportion of initial weight regained or the proportion
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of participants a 4 kg below initial weight but was not
significant when the outcome was measured as absol ute weight

Funk et al

regain. When the analysiswas restricted to only consistent users
(n=212), theresultswere qualitatively similar (data not shown).

Table 4. Associations of various website features by tertile of use with different weight outcomes at end of data collection

Top Tertile Middle Tertile Bottom Tertile P value®
Phase |l weight change (regain) in kg, mean (SD)
Log-ins 40 (10.1) 5.5 (9.4) 6.9 (9.6) P=.001
Minutes 31(6.1) 6.2 (9.6) 6.9 (8.6) P <.001
Weight entries 48(6.1) 43(9.2) 7.2(9.3) P =.002
Exercise entries 3.6 (10.5) 5.7 (9.3) 7.0(8.8) P <.001
Added use after weight entry 4.3(10.3) 4.9(9.3) 7.1(9.6) P =.002
Bulletin board posts 4.8 (13.2) 6.5(10.2) 5.3(7.1) =.10
Bulletin board reads 4.7 (12.1) 6.2(8.3) 5.4(8.2) P=.16
Proportion of initial weight loss regained, mean (SD)
Log-ins 48.8% (127.5%) 68.29% (98.9%) 96.4% (134.7%) P <.001
Minutes 36.3% (58.2%) 80.7% (137.5%) 95.7% (120.1%) P <.001
Weight entries 55.4% (73.0%) 56.4% (107.1%) 101.0% (121.9%) P <.001
Exercise entries 43.0% (108.6%) 78.5% (138.3%) 91.6% (113.5%) P <.001
Added use after weight entry 54.1% (132.0%) 59.8% (96.1%) 99.3% (137.5%) P <.001
Bulletin board posts 60.0% (159.0%) 88.4% (146.3%) 69.9% (90.9%) P=.02
Bulletin board reads 55.6% (136.0%) 82.1% (106.6%) 75.3% (115.2%) P=.01
Proportion of participants at least 4 kg below initial weight
Log-ins 58.3% 39.5% 24.5% P <.001
Minutes 59.7% 36.9% 26.0% P <.001
Weight entries 49.1% 48.9% 24.6% P =.005
Exercise entries 61.2% 35.0% 26.2% P <.001
Added use after weight entry 54.8% 42.4% 25.2% P =.002
Bulletin board posts 47.4% 30.3% 41.6% P=.05
Bulletin board reads 53.9% 29.2% 39.5% P <.001

8Two-tail P values based on logistic (binary) or linear (continuous) regressions analysis adjusted for race, sex, education, income, and age

Discussion

In this analysis, participants defined as consistent users of an
interactive behavioral website designed to improve maintenance
of weight loss had less long-term weight change (less regain).
Consistent userswere morelikely to be older, other than African
American and more educated, and used most features of the
website more often when compared with other users. These
results suggest that an Internet-based tool can provide some of
the accountability and feedback assumed necessary for
successful and long-term weight maintenance.

Website Use

Previous studies using websites designed to improve weight
loss have shown mixed results. Some research has shown that
using a weight-loss website is strongly associated with
short-term weight-loss success, but few long-term analyses are
avalable, and even fewer consider the possible benefits of
specific website features [8,18,19]. In a study of overweight
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and obese adults using an Internet-based weight-control program
for 12 months, feedback website features (ie, progress charts)
were the best predictors of initial 6-month weight loss, while
social-support features (ie, Web chats and participant profiles)
were related to weight maintenance at 12 months [8]. In a
6-month study, participants in an interactive Internet-based,
behavioral weight-loss program lost significantly more weight
than those who simply received access to the study’s website
directory of selected weight-loss information [19]. Likewise,
in a 12-month study, greater weight loss occurred in an
Internet-plus-behavioral e-counseling intervention compared
with those in just the basic Internet condition devoid of any
email counseling [18]. On the other hand, no difference in
weight regain was found at 12 months after a 4-month
randomized behavioral weight-loss trial comparing a
self-directed group with an Internet group that used a website
with featureslike weight and exercisetracking, progress reports,
and chat rooms [20]. This same study, however, found that in
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the Internet group use of the interactive diet-tracking features
was related to weight change, aresult similar to our findings.

Harvey-Berino et a [21] showed a clinically significant
sustained weight loss 18 months after a 6-month behavioral
weight-loss program for each of 3 intervention arms: frequent
in person support, minimal in person support, and Internet-only
support. The study concluded that the Internet was an effective
vehicle for promoting clinically significant levels of weight
loss, and that the Internet intervention was comparable to in
person treatment up to 18 months. The WLM study showed
promising weight-loss maintenance results for participants in
theInternet group, compared with the self-directed control group
at 18 months, but the effect was not sustained at 24 and 30
months [15]. This suggests that more research is needed to
develop and promote a Web-based program that will produce
sustai nable long-term weight-1oss maintenance.

Internet Engagement

Keeping participants engaged in long-term treatment of weight
management is the key challenge for any weight-loss program
and isreflected in high study dropout rates. In areview of nine
randomized controlled trials published from 1996 through 2002,
mean study dropout rate was 21.2% at 18 months following
completion of a 6-month treatment program [22]. In a study
comparing three 12-month weight-maintenance programs, one
of whichwasan interactive Internet intervention, after a6-month
behavioral weight-control program, 32% of thosein the Internet
condition did not complete the 18-month visit [21]. While
dropout rates are a concern, reported Internet intervention
participation rates are even more concerning [23,24]. In one
study, only 30% of participantsremained active after a12-week
physical activity intervention [24], while in another study, only
23% of participants visited a personalized Web-based
cardiovascular risk reduction program at least once in the first
4 months of the study [25].

Thelow dropout rate and high long-term Internet participation
rate of this study are likely due to several factors. The WLM
website continually changed and presented atailored welcome
message and homepage with a“to do” list for each participant.
The tailoring was a result of sophisticated programming that
took into account the length of time since the participant’s last
visit and features that the participant might benefit from based
on the data entered. Our system of automated email and
telephone prompts also may have contributed to high
participation rates since 86% of al initial automated email
prompts resulted in asubsequent log-in. Continued participation
was also probably aresult of initial individual training provided
at randomization.

Definition of Weight L oss M aintenance

Unfortunately, a standard definition for successful maintenance
of weight loss does not exist [26]. We present our results using
three different weight outcome measuresto allow for thorough
comparisons with other studies.

One way to define weight-loss maintenance is absolute weight
change (regain) after initial weight loss. In this analysis,
consistent website users regained less wei ght than those in other
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website-use categories. Also, those with higher counts of log-ins,
minutes spent on the website, weight and exercise entries, and
use after the weight entry regained less weight than those with
lower counts. While absol ute wei ght change during maintenance
isan important outcome, it does not account for the total initial
weight loss. Thus, the proportion of initial weight loss regained
is a useful measurement. Using this second definition for
weight-loss maintenance, the weight regain trend is similar to
the absolute weight change results: consistent users regained
56% of initial weight lost compared with over 90% of initial
weight regained among participants in the other categories.

We also present the proportion of participants whose weight is
at least 4 kg below their initial weight. For adults, 4 kilograms
of weight loss is generally accepted as clinically relevant
[13,14]. This analysis demonstrated that significantly more
consistent users and those in the highest tertiles of use for each
website feature analyzed were more likely to be at least 4 kg
below their initial weight.

This analysis has some limitations. Although, some subgroups
in our population were more likely to be consistent users, our
analysis did not include other factors that also may have
contributed to being a consistent user. For instance, the screening
process assured participants had regular access to the Internet;
however, comfort level and familiarity with | nternet-based tools,
which were not assessed, also could have been a factor in
consistency of use. Thisanalysis did not assess the specifics of
Internet access or how it may, or may not, have related to
income and/or education. Internet access may have been from
home, work, library, or somewhere else entirely, each of which
may have some impact on consistency of use. Furthermore, the
study design did not include integration of the interactive
website into the initial Phase | weight-loss program. We
speculate there may have been even greater use of the website
in Phase |1 had this been done.

These observed Internet use associations do not prove causation.
They are, however, consistent with our hypothesis that those
who use a behaviorally based, interactive website more would
be more successful a long-term weight maintenance. A major
strength of this study isitslong duration and large sample size,
the diverse population (37% male, 38% African American),
high follow-up data collection rate (93%), and high Internet
participation rate (65% <till logging on after 28 months)
compared with other published Internet-use study results.

Parti cipants defined as consistent users (based on regularity and
frequency of use) of an interactive behavioral website designed
to improve maintenance of weight loss had lesslong-term weight
change (less regain), suggesting that Internet-based tools can
provide some of the accountability and feedback assumed
necessary for successful and long-term weight maintenance.
The potential for widespread dissemination at relatively low
cost per participant, even when the benefit is modest, makes
further development of interactive-technology interventions
worthwhile. Additional research iswarranted of the relationship
of long-term weight management with website-use patterns,
use of specific behavior-change website features, and regularity
of website usage.
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Abstract

Background: Online health communication has the potential to reach large audiences, with the additional advantages that it
can be operational at al timesand that the costs per visitor arelow. Furthermore, research showsthat Internet-delivered interventions
can be effective in changing health behaviors. However, exposure to Internet-delivered health-communication programs is
generally low. Research investigating predictors of exposure is needed to be able to effectively disseminate online interventions.

Objective: Inthe present study, the authors used alongitudinal design with the aim of identifying demographic, psychological,
and behavioral predictorsof visiting, using, and revisiting an online program promoting physical activity inthe general population.
Methods: A webpagewas created providing the public with information about health and healthy behavior. Thewebsiteincluded
a“physical activity check,” which consisted of a physical activity computer-tailoring expert system where visitors could check
whether their physical activity levels were in line with recommendations. Visitors who consented to participate in the present
study (n = 489) filled in a questionnaire that assessed demographics, mode of recruitment, current physical activity levels, and
health motivation. Immediately after, participants received tailored feedback concerning their current physical activity levels and
completed a questionnaire assessing affective and cognitive user experience, attitude toward being sufficiently physically active,
and intention to be sufficiently physically active. Three months later, participants received an email inviting them once more to
check whether their physical activity level had changed.

Results: Analysesof visiting showed that more women (67.5%) than men (32.5%) visited the program. With regard to continued
use, native Dutch participants (odds ratio [OR] = 2.81, 95% confidence interval [Cl] = 1.16-6.81, P = .02) and participants with
a strong motivation to be healthy (OR = 1.46, Cl = 1.03-2.07, P = .03) were most likely to continue usage of the program. With
regard to revisiting, older participants (OR = 1.04, Cl = 1.01-1.06, P = .01) and highly educated participants (OR = 4.69, Cl =
1.44-15.22, P = .01) were more likely to revisit the program after three months. In addition, positive affective user experience
predicted revisiting (OR = 1.64, Cl = 1.12-2.39, P = .01).

Conclusions:  The results suggest that online interventions could specifically target men, young people, immigrant groups,
people with alow education, and people with aweak health motivation to increase exposure to these interventions. Furthermore,
eliciting positive feelingsin visitors may contribute to higher usage rates.

(J Med Internet Res 2010;12(3):e37) doi:10.2196/jmir.1345
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Introduction

Background

Cardiovascular diseases and cancers are the main causes of
mortality in many Western countries. Because these and many
other diseasesare largely the result of unhealthy behaviors[1-3],
an important goal of health communication isto encourage and
motivate people to engage in healthful and disease-preventive
behaviors. But how can we most effectively reach alarge part
of the population? In high-income countries, most adults now
have access to the Internet. Online health communication thus
has the potential to reach large audiences, with the additional
advantages that it can be operational at al times and that the
costs per visitor arelow [4-7]. Furthermore, research showsthat
Internet-delivered interventions can be effective in changing
health behaviors such as physical activity [8,9].The Internet
thus seemsto offer vast opportunitiesfor health communication.
However, the public health impact of interventions is only in
part determined by reach and efficacy. According to the
RE-AIM Model, which offers a framework for the evaluation
of the public health impact of health promoting interventions
[10,11], other important factors are adoption, implementation,
and maintenance. In this model, adoption refersto the extent to
which the intervention is integrated in relevant settings and
maintenance refers to the extent to which the intervention is
sustained over time. Implementation refersto the extent to which
theintervention is delivered and used asintended. In the present
study we focused on exposure, which is closely related to
implementation [12]. Exposure can be construed as consisting
of (1) visiting the intervention website, (2) continued use (ie,
staying on the intervention website long enough to use and
process the information), and (3) revisiting the intervention
website[13]. Whereas exposurein the colloquia sense suggests
passive reception of incoming information, we see exposurein
an online context as entailing a certain degree of user control
[13]. Investigating exposure to Internet-delivered interventions
isimportant because evidence from efficacy trialsindicates that
exposure rates are generaly low, which limits the potential
public health impact of these interventions [14-16]. In some
cases, people may have low motivation to access the online
intervention [17,18]. In addition, previous research has
established that both online research and online
health-communication interventions suffer from high attrition
rates [15,19,20]. In fact, several authors have argued that the
ease with which people may disengage from onlineinterventions
might pose a mgjor problem, both for online research and for
online therapeutic applications or health-communication
programs[15,21]. Instead of regarding high attrition ratesasan
inevitable reality of online health communication efforts or as
merely a study limitation, however, it has been argued that
researchers should build a “science of attrition” [15]. Insight
into the determinants of visiting, using, and revisiting of online
health-communi cation interventions could enable usto increase
exposure to online health communication. For this reason, the
present study investigated several potential determinants of
exposure to an online health-communication program.

Previous research has identified several factors that can
influence exposureto Internet-delivered health-communication

http://www.jmir.org/2010/3/e37/
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interventions. First, intervention factors such as ease of
enrollment and ease of dropout have been shown to influence
exposure rates [15]. Personal factors, such as participants
expectations before use and participants level of education
[15], might also be important. According to Rogers [22], users
with less formal education are more likely to discontinue the
adoption of innovations. Therefore, peoplewith alow education
level may be expected to be less likely to use online
health-communication programs. In addition, because women
have been found to be more likely to use the Internet for
searching health-rel ated information than men [23,24], it could
be expected that women might also be morelikely to use online
health-communication interventions. Previous research at our
department has indeed shown that visitors to established Dutch
Internet i nterventions were more highly educated and were more
likely to be female than average among the Dutch population
[25]. In addition, age might influence exposure to an online
heal th-communication program, older people being morelikely
to usethe Internet for information about health than adol escents
[20,26]. Inlinewith this, arecent study found that women, older
people and peopleliving in censustracts associated with higher
socioeconomic status were more likely to enroll in an online
dietary intervention trial [16]. A dearth of literature exists,
however, on the impact of other potentially important
determinants  of exposure  to Internet-delivered
heal th-communi cation interventions. One such factor might be
participants motivation to pursue and maintain health [27].
Participants who are motivated to live a healthy lifestyle might
be more inclined to visit, use and revisit online
health-communication programs. Another potentially important
factor is user experience, which refers to what a person thinks
and feelsduring and after avisit [28]. A positive user experience
during and after thefirst visit might be aprerequisite for staying
long enough to complete the intervention and for revisiting.

Objectives

In the present study, we aimed to investigate demographic,
behavioral and psychological determinants of exposure to an
online program promoting physical activity. We assessed
demographic variables, participants' current physical activity
level and their motivation to pursue and maintain health [27].
Toinvestigatetherole of user experience[28], we also assessed
participants' reactions toward the online content. Because
previous research has shown that affective and cognitive beliefs
are separate entities and can influence decision making
differently (eg, [29,30]), we investigated both affective and
cognitive components of user experience. We also assessed
attitudes toward being sufficiently physically active and
intentions to be sufficiently physically active. Attitudes and
intentions have been shown to be closely related to actual health
behavior [31] and have aso been shown to be related to
increased interest in health-promoting interventionsin general
[32,33] and online health-promoting interventions specifically
[13]. Inthe present study, weinvestigated whether attitudes and
intentionswith regard to physical activity could lead toincreased
use of online activity-promoting interventions.

In sum, the Internet offers vast possibilities for
health-communication  efforts.  Unfortunately,  online
health-communication interventions are characterized by low
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exposurerates. The present study sought to investigate predictors
of visiting, using, and revisiting onlineinterventionsto increase
our knowledge of exposure to these interventions.

Method

Recruitment

A webpage was created providing the public with information
about health and healthy behaviour (www.health-alert.nl). (See
Figure 1 for an impression of the visual impact of the website.)
To recruit participants, we aimed to generate publicity for the
websitethrough local media. Two newsitemswere broadcasted
on local television and severa articles appeared in local
newspapers in the province of Limburg in The Netherlands. In
addition, we approached webmasters of related Dutch websites
(ie, websites about exercise, physical activity, weight control,
or other health- or activity-related subjects) and asked them to
link to our website. In total, we approached 16 webmasters, 7
of whom obliged. On our Health-Alert webpage, we created a

Van't Riet et a

hyperlink called “physical activity check” that led to aphysical
activity computer-tailoring expert system where visitors could
check whether their physical activity levels were in line with
recommendations. Dutch recommendations with regard to
physical activity state that healthy adults should be physically
activefor at least thirty minuteson at |east five days of theweek
[34]. Visitors were told that they would receive an invitation to
again check their physical activity levelsthree monthsfrom the
first assessment so that they could check whether their physical
activity levels had changed in this period. Before entering the
questionnaire, visitors were asked whether they consented to
their answers being used for scientific research or whether they
wanted to use the intervention but not participatein the research.
Participants were also told that entering their email addresswas
necessary for them to participate in the research. The minimum
age required for participation was 18 years; participants younger
than 18 could aso use the intervention, but only adults were
eligible to participate in the study. The majority of eligible
participants (489/593 or 82.5%) consented to being included in
the research.

- B @ - [ v GETook -

Health-Alert

‘ Home Over Health-Alert Health-Alert Team Test uw gezondheid! ‘ Links

Universiceit Maastricht:

Eet u gezond? Beweegt u genoeg? Drinkt u teveel? Wat kunt u doen om uw gezondheid te verbeteren?

Welkom bij Health-Alert!

Op deze site kunt u testen hoe gezond u leeft. Ook krijgt u hier persoonlijke adviezen om gezond te worden en te bliven.
0Op de pagina Test uw gezondheid ziet u welke tests u nu kunt doen. Wanneer u op de test van uw keuze Kiikt wordt er automatisch een account voor u aangemaakt en kunt u aan de test beginnen.

We blijven deze site uitbreiden, dus kom gerust nog eens terug voor meer adviezen

@ nternet

H1o0n -

Design and Procedure

The present study used an observational longitudina design.
After giving informed consent to participate, participants were
invited to complete a questionnaire that assessed participants
demographics, mode of recruitment, health motivation, and
current physical activity levels (Time 1). Immediately after,
participants were provided with a short message about the Dutch
recommendations for physical activity. After participants were
informed about these recommendations, they received tailored
feedback concerning their current physical activity level. This
tailored feedback informed them whether or not they met the
recommendations for physical activity and offered tips on how
to increase their physical activity or maintain their (already

http://www.jmir.org/2010/3/e37/
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sufficient) current level of physical activity. The feedback was
tailored solely to current physical activity levels and was not
tailored to demographic or psychosocial variables. After reading
the tailored feedback, participants completed an additional
guestionnaire ng affective and cognitive user experience,
attitude, and intention (Time 2). Three months | ater, participants
received an email inviting them to participate in an assessment
of whether their physical activity level had changed (Time 3).
Figure 2 depicts aflowchart of the study, showing the assessed
constructs, the number of items that were used for each
construct, the number of webpages that were used for each
construct, and the number of participants that completed all
measures for each construct. Completion of the study at Time
1 and Time 2 took 30 minutes on average, whereas completion
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of the Time 3 measures took only 5 minutes on average. All
489 participantswho entered the study wereinvited to complete
thethree-month foll ow-up questionnaire. In case of nonresponse,
participants were sent one reminder email one week later. The

Figure 2. Flowchart of the study

Van't Riet et &

study was conducted from November 2007 through March 2008
and was approved by the Medica Ethical Committee of
Maastricht University.

Time 1 Variables Items  Webpages Retention of
Investigated Used Used Participants (N)
Demographics 4 1 412
Mode of recruitment 1 1 385
Health motivation 4 1 341
Physical activity 8 7 322
Webpages Retention of
Used Participants (N)
Tailored health-promoting information | 276
Time 2 Variables Investigated Items  Webpages Retention of
Used Participants (N)
Affective user experience 4 2 259
Cognitive user experience 5 2 255
Attitude 5 ] 226
Intention 3 1 201
Time interval: 3 months
Time 3 Variables investigated Items  Webpages Retention of
Used Participants (N)
Physical activity 8 7 117

Questionnaireat Time 1

Demographics and Mode of Recruitment

We assessed gender, age, ethnicity (1 = native Dutch; 2 =
nonnative Dutch) and education (1 = low education; 2 = medium
education; 3 = high education). Inthe complex schooling system
in the Netherlands, a low education level refers to primary or
basic vocational school, a medium education level refers to
secondary vocational school or high school, and ahigh education
level refers to advanced vocational school or university. In
addition, we asked participants to indicate how they learned

http://www.jmir.org/2010/3/e37/

about the physical activity check (1 = through a search engine,
€g, Google; 2 = through alink on another website; 3 = through
a newspaper; 4 = through family, friends or co-workers; 5 =
through local television).

Health Motivation

To measure participants health motivation, a 4-item
guestionnaire was used (based on [27]). Participants indicated
their agreement with the following items on a 7-point scale (1
=l donot agreeat all to 7 =1 totally agree): “1 often think about
making sure that | am healthy.” “I often think about staying
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healthy,” “In general, | aimto prevent poor health,” and “| often
think about preventing poor health.” Theseitemswere averaged
to create a general health motivation score (Cronbach alpha =
.80). In a pilot study among 171 university students aimed at
testing the health motivation scale, it was found to have
acceptable test-retest stability over a one-week period (r = .65)
and to have small to medium-sized correlations with a number
of health behaviors such as vegetable and fruit consumption
and exercise.

Assessment of Baseline Physical Activity

Physical activity levels were assessed using the short version
of the International Physical Activity Questionnaire (IPAQ)
[35]. Two questions were asked to assess vigorous physical
activity, Thefirst question asked participantsto indicate on how
many days during the past week they had engaged in vigorous
physical activity (eg, exercising). The second question assessed
thetime participantstypically spend being vigorously physically
active on such a day (in minutes). The two measures were
multiplied to arrive at atotal score of vigorous physical activity
per week. In addition, two questions were asked to assess
moderate physical activity. Thefirst of these asked participants
to indicate on how many days during the past week they had
engaged in moderate physical activity (eg, gardening or cycling).
The second assessed the time participantstypically spend being
moderately physically active on such a day (in minutes). The
two measures were multiplied to arrive at a total score of
moderate physical activity per week. Finaly, vigorous and
moderate physical activity were added up to arrive at a total
score of physical activity during the past week and divided by
seven to obtain ascore of physical activity per day [35]. Because
the Dutch recommendationsfor physical activity do not include
walking [34], the walking-items of the IPAQ were not used to
calculate the total physical activity score. We found that scores
for 4 respondentsindicated they had been physically active for
more than eight hours aday on all days of the week, a physical
activity level that we judged highly unlikely. Thus, wetruncated
the physical activity variable to a maximum of eight hours a
day. Not truncating the physical activity variable or omitting
these cases from the analyses yielded similar results and
identical conclusions.

Questionnaireat Time 2

Affective User Experience

Two items assessed positive affective reactions to the online
content (ie, positive affective user experience); these items
assessed the extent to which participants thought the content
made them feel happy (1 = very happy to 7 = not at all happy)
andrelieved (1 =very relieved to 7 = not at al relieved). Scores
were reversed and combined to create an average score.
(Cronbach alpha =.75). Two items assessed negative affective
reactions to the online content (ie, negative affective user
experience) and assessing the extent to which participants
thought the content made them feel sad (1 = very sad to 7 = not
at all sad) and afraid (1 = very afraid to 7 = not at all afraid).
Scores were reversed and combined to create an average score
(Cronbach alpha = .83).
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Cognitive User Experience

Five items assessed cognitive user experience by asking
participants to indicate the extent to which they thought the
online content was relevant (1 = very relevant to 7 = not at all
relevant), interesting (1 = very interesting to 7 = not at all
interesting), objective (1 = very objective to 7 = not at all
objective), and exaggerated (1 = very exaggerated to 7 = not at
all exaggerated). Furthermore, one item asked participants to
indicate the extent to whi ch partici pants agreed with the content
(1=1totally agreeto 7 = | totally disagree). After we reversed
the scores of all items except the exaggerated item, the scores
on the five items were averaged (Cronbach alpha = .75).

Attitude

Fiveitemswere used to assess attitude toward physical activity
asking participants to indicate on semantic differentials the
extent to which they rated engaging in at least thirty minutes of
physical activity for at least five days of the week as: 1 = very
good to 7 = very bad, 1 = very important to 7 = very
unimportant; 1 = very sensible to 7 = not sensible at all; 1 =
very niceto 7 = not at al nice; 1 = alot of funto 7 = no fun at
all. After scores on the attitude items were reversed an average
score was created (Cronbach alpha = .90).

I ntention

Threeitemswere used to assessintention to be physically active.
Two items asked participants to indicate whether they planned
to be physicaly active for at least thirty minutes a day on at
least five days of the week and whether they considered being
physically activefor at least thirty minutesaday on at least five
days of the week (1 = definitely not to 7 = definitely). Oneitem
asked participants: “How likely isit that you will be physically
active for at least thirty minutes a day on at least five days of
the week in the coming six months?’ (1 = very unlikely to 7 =
very likely). An average intention score was calculated
(Cronbach alpha=.89).

Questionnaire at Time 3: Physical Activity

During the three-month follow-up, physical activity levelswere
assessed using the same procedure asin the pretest questionnaire
(ie, using the IPAQ).

Outcome M easures

The present study had three main outcome measures: visiting
thewebsiteat Time 1, using thewebsiteat Time 1, and revisiting
thewebsite at Time 3. Determinants of visiting wereinvestigated
by comparing the demographics of the study sample with those
of the general Dutch population. To assess continued use, we
recorded which webpages were accessed by participants. A
dichotomous variable was created that indicated whether
participants had continued in the program up to the point of
being exposed to the tailored health-promoting information (0
= dropped out before exposureto the information; 1 = continued
use up to exposure to the information). Revisiting at Time 3
was assessed by means of a dichotomous variable indicating
participation at Time 3 (0 = did not revisit at Time 3; 1 = did
revisit at Time 3).
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Statistical Analysis

First, we investigated the demographic profile of the sample
and the prevalence of the different modes of recruitment by
means of descriptive analyses. Second, logistic regression
analyses were performed to investigate whether continued use
of the study could be predicted by gender, age, ethnicity,
education (we created two dummy variables to be able to
estimate the contribution of the three education groups), mode
of recruitment (we created four dummy variables to be able to
estimate the contribution of the five modes of recruitment
groups), health motivation, and baseline physical activity. Third,
logistic regression analyseswere performed to investigate which
variables could predict participation at Time 3. In step 1 of the
logistic regression analyses, the Time 1 variables were entered
(demographic variables, mode of recruitment, health motivation,
physical activity), and in step 2, the Time 2 variables were
entered in addition (affective user experience, cognitive user
experience, attitude and intention). We used the statistical
package SPSS 15.0 (SPSS Inc, Chicago, IL, USA) for the

Table 1. Demographic profile of participants
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analyses. To calculate the statistical power of thisstudy to reject
false null hypotheses, we conducted a post-hoc statistical power
test [36,37]. With 16 predictors in the regression analysis, an
observed R? of 0.22 (see Table 5), a sample size of 489 and
alpha= .05, the test resultsindicated an observed power of 1.0.

Results

Participants

In total, 489 people participated in the study. The sample
consisted of more women (n = 336; 67.5%) than men (n = 162;
32.5%). Age ranged from 18 to 86 years, with a mean age of
38.6 years (SD 15.0). Reflecting the general Dutch population,
most of the participants were native Dutch. Approximately
one-third of participants (n = 186) had a high education level,
48.6% (n = 242) had a medium education level, and 14.1% (n
=70) had alow education level. In the general population these
percentages are 29.0%, 42.3%, and 28.6% respectively [38].

Variable Percentage
Sex
Mae 325
Female 67.5
Ethnicity
Native 815
Nonnative 185
Education
Low 14.1
Medium 48.6
High 37.3
Recr uitment
Search engine 28.6
Hyperlink on related website 48.7
Advertisement in newspaper 35
Through family, friends, coworkers 2.2
Local television 17.0
Physical activity (minutes/day)
0-15 21.3
16-30 16.9
31-45 15.7
46-60 12.0
61 or more 34.1
Recruitment demographics and physical activity levels, are presented in

The majority of participants indicated that they had learned
about the physical activity check on related websites.
Percentages for mode of recruitment, as well as additional
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Table 1.

Analyses of Continued Use

Of the 489 participants who enrolled in the study, 276 (55.4%)
continued in the study up to the point of being exposed to the
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tailored information. We conducted alogistic regression analysis
to investigate whether demographics, mode of recruitment, or
physical activity levels could predict continued use at the first
measurement. Results of thelogistic regression analyses showed
that native Dutch participants completed more pages than

Van't Riet et &

nonnative participants. Furthermore, participants with a strong
health motivation compl eted more pages than those with aweak
health motivation (Table 2). Combined, all variables accounted

for 8% of the variance in continued use (Nagelkerke R? = .08).

Table 2. Results of the logistic regression analysis with continued use as the dependent variable

Odds Ratio (OR)  95% Confidencelnterval g y2 P Value?
(©n

Gender 122 0.67-2.39 0.51 A48
Age 1.02 1.00-1.04 2.29 13
Medium education? 0.97 0.40-2.35 0.01 .94
High education® 1.44 0.56-3.66 0.57 45
Ethnicity (0 = nonnative Dutch; 1 = native 2.81 1.16-6.81 5.23 .02
Dutch)

Recruitment through other website® 143 0.73-2.83 108 30
Recruitment through newspaper® 0.79 014-4.33 0.07 79
Recruitment through family, friends, cowork- 1.03 0.18-5.75 0.00 .98

C

ers

Recruitment through television® 0.92 0.40-2.13 0.04 85
Health motivation 1.46 1.03-2.07 451 .03
Physical activity 1.00 1.00-1.00 0.02 .88

a Significant effects (P < .05) are indicated by italics.
b1 ow education” as reference group
€ “Search engine” as reference group

Analyses of Revisiting at Time 3

Of all 489 participants, 126 (25.3%) participated in the
three-month follow-up assessment (Time 3), of which 117
(23.5%) compl eted all measures. We first conducted correlation
analyses to investigate whether revisiting was associated with
physical activity, heath motivation, positive affective user
experience, negative affective user experience, cognitive user
experience, attitude, intention, and continued use. (We used
Spearman’s p as a measure of al correlations involving
continued use and revisiting and Pearson’s r for al other
correlations.) These analyses showed that revisiting was
positively correlated with health motivation, positive affect,
cognitive user experience, and continued use, and negatively
with negative affect (see Table 3).

Furthermore, we conducted a logistic regression anaysis to
investigate which variables could predict revisiting at Time 3.

http://www.jmir.org/2010/3/e37/

Results of step 1 of thelogistic regression analyses showed that
older participants were more likely to participate at Time 3. In
addition, highly educated participants were more likely to
participate than participants with alow education level (Table

4). Nagelkerke R? for this analysis was .18. In step 2 of the
analyses (Table 5), age and education were still significant
predictors of participation at Time 3, but in addition, positive
affective user experience contributed significantly to the
prediction of revisiting at Time 3. The more participants
indicated that the computer-tailored feedback had made them
feel good, the more likely they were to participate in the study
at Time 3. Negative affective user experience, cognitive user
experience, attitude, and intention did not have significant

effects on revisiting at Time 3. Nagelkerke R? for this analysis
was .22.
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Table 3. Correlations, means, and standard deviations for continued use, revisiting, and other variables
Variables? 1 2 3 4 5 6 7 8 Mean SD
(1) Physical activity 68.71  85.06
(2) Health motivation .04 5.96 0.77
P value 49
(3) Positive affect 22 23 4.40 1.09
P value <.01 <.01
(4) Negative affect -10 -07 -39 2.43 1.34
P value .10 .23 <.01
(5) Cognitive user experi- .03 .10 .36 -.16 5.18 0.88
ence
P value .61 14 <.01 .02
(6) Attitude 21 37 32 -.16 .26 5.92 0.85
P value <.01 <.01 <.01 .01 <.01
(7) Intention .27 21 27 -.25 .15 .67 5.49 1.34
P value <.01 <.01 <.01 <.01 .02 <.01
(8) Continued use .00 04 - - - - - 0.55 0.50
P value .97 43
(9) Revisiting .08 .10 18 -.18 A3 .03 .09 A9 0.25 0.44
P value A3 .04 <.01 <.01 .049 .60 .16 <.01
8 Significant correlations (P < .05) areindicated by italics.
Table 4. Results of step 1 of the logistic regression analysis with participation at Time 3 as the dependent variable
Variable? OR 95% Cl Wald x2 P Value
Gender 1.03 0.58-1.85 0.01 91
Age 1.05 1.03-1.07 18.64 .00
Medium education? 215 0.85-5.44 2.61 1
High education® 354 1.39-9.00 7.03 01
Ethnicity (0 = nonnative Dutch; 1 = native Dutch) 1.14 0.58-2.21 0.14 71
Recruitment through other website® 133 0.69-2.59 0.72 40
Recruitment through newspaper® 136 0.38-4.93 0.22 64
Recruitment through family, friends, coworkers® 137 0.23-8.27 0.12 73
Recruitment through television® 2.09 0.95-4.62 3.34 07
Health motivation 124 0.86-1.77 133 .25
Physical activity 1.00 1.00-1.01 0.98 32

aSignificant effects (P < .05) are indicated by italics.

b ow education” as reference group
€ “Search engine” as reference group
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Table 5. Results of step 2 of the logistic regression analysis with participation at Time 3 as the dependent variable
Variables® OR 95% Cl Wald x2 P Value
Gender 0.90 0.44-1.83 0.09 a7
Age 1.04 1.01-1.06 7.99 .01
Medium education® 2.84 0.92-8.78 3.28 07
High education® 4.69 1.44-15.22 6.61 01
Ethnicity (0= non-native Dutch; 1 = native Dutch) 0.96 0.45-2.05 0.01 92
Recruitment through other website® 107 0.46-2.48 0.03 87
Recruitment through newspaper® 166 0.34-8.22 0.39 53
Recruitment through family, friends, co-workers® 144 0.19-11.20 0.12 73
Recruitment through television® 149 0.55-4.00 0.62 43
Health motivation 113 0.69-1.85 0.22 .64
Physical activity 1.00 1.00-1.01 0.25 .62
Positive affective user experience 164 1.12-2.39 6.56 .01
Negative affective user experience 0.88 0.67-1.15 0.91 34
Cognitive user experience 1.06 0.71-1.59 0.09 a7
Attitude 0.90 0.54-1.52 0.15 .70
Intention 0.97 0.70-1.34 0.03 .86

8 Gignificant effects (P < .05) are indicated by italics.
b ow education” as reference group
C«Other” as reference group

Discussion

The aim of the present study was to identify demographic,
psychologica and behavioral determinants of exposure to an
online health-communication program advocating physical
activity.

Visiting

The results concerning visiting the website revealed that most
participants were women and that, in comparison to the total
Dutch population, our samplewas highly educated. Almost half
of our participants were recruited through links on related
websites, suggesting that for online health-communication
interventions, the Internet can be avaluable placefor recruitment

but that additional methods may be needed to attract more men
and lower educated adults.

Using

First, with regard to continued use, our results showed that
native Dutch participants compl eted more pagesthan nonnative
participants. It isunclear why nonnative visitorswerelesslikely
to use the program than native Dutch visitors. Moreresearchis
needed to identify the needs of specific ethnic populations and
the potential reasons for limited usage of health-promoting
programsin this group. Ethnic targeting (see for instance [39])
may be a powerful tool to increase exposure rates in specific
ethnic populations.

Second, participants who were highly motivated to live ahealthy
lifestyle were morelikely to use the program. This suggeststhat

http://www.jmir.org/2010/3/e37/

when people are sufficiently motivated to liveahealthy lifestyle,
they will be more likely to search the Internet for specific
health-related information such as computer-tailored advice.
To reach individuals with a weak health motivation, it is
conceivable that other types of content that relates to the
interests of these individuals but does not necessarily relate to
health may be used to attract this target group. If participants
attention can be attracted with non health-related content, this
might make it easier to engage people who are not intrinsically
motivated to live ahealthy lifestyle. Social marketing strategies
may contribute to the development of appeaing
health-communication websites because, in marketing, much
effort is expended to understand the needs of target groups and
to create an exchange in which these needs can be fulfilled
[40,41].

Revisiting

Our analyses of revisiting at Time 3 showed that age predicted
participation at the three-month follow-up: older participants
weremore likely to participate at Time 3. These results suggest
that it can be especialy difficult to obtain high exposure rates
when targeting online health-promoting programs at young
people. Since young people mainly use the Internet for getting
in touch with friends and potential friends and chatting [42],
research is needed to explore the potential of
health-communication programsthat aim to make participation
more attractive by including possibilities for social interaction.
Furthermore, highly educated participants were more likely to
participate at Time 3 than participants with a low education.
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Future research should investigate how we can design online
interventionsthat areinteresting for peoplewith alow education
level. Here aswell, social marketing principles[40,41] may be
helpful.

Our last finding might offer an additional answer to this
question. We found that participants were more likely to revisit
the program when an earlier visit had resulted in positive
feelings whereas there was no significant effect of cognitive
user experience on revisiting. This underlines the importance
of user experience [28] but suggests that affective experiences
might be more important than cognitive experiences. It is aso
in line with the assertion that an important attraction of the
Internet constitutesits vast possibilitiesfor “gratification” [43].
The next question is which elements in the online content
produced high levels of positive affective user experience.
Future research could investigate which strategies are most
effective in increasing positive affect and whether increasing
positive affect can result in increased exposure. Positive framing
of health-related information might be one way of achieving
this [44,45]. Future studies should investigate whether
information framing or other techniques, such as cartoons or
clips, can be helpful inincreasing exposure by eliciting positive
feelings. Perhaps this can be of particular use to attract people
with alow education level.

Strengths and Limitations

A strength of the present study is the fact that we obtained a
sampleof participants from the general population and observed
them in a rea-life health-communication context, which
contributes greatly to the ecological validity of our findings.
Furthermore, our main outcome measures, visiting, using, and
revisiting, did not depend on self-report measures but were
objectively assessed.

One limitation of our study was the fact that our sample was
predominantly female and modest in size. A morerepresentative
and larger sampl e could have contributed to greater validity and
could have provided us with more certainty with regard to
whether the results can be generalized. However, the fact that
the online intervention investigated in the study attracted more
women than men caninitsalf bean interesting result, suggesting
that women are more interested in online health-promoting
programs than men (see[46] for similar results). Also, a power
calculation showed that the study had adequate power to detect
significant effects.

A second limitation of our study was the fact that the
intervention that we used was relatively simple, consisting of
guestionnaires and tailored advice at two pointsin time. Future
studies could offer visitors amuch wider range of possihilities,
varying from watching videos to participating in chat-boxes.
By objectively tracking visitors in such interventions,
researchers can obtain more sophisticated information on the
determinants of exposure.

A further issue concerns our investigation of continued use.
Several questions from the Time 1 questionnaire (ie,
demographic variables, mode of recruitment, and health
motivation) were included solely for the sake of the study and
were not used in the tailored feedback. It could be argued that

http://www.jmir.org/2010/3/e37/
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alack of interest in answering these questions could have caused
participants to drop out of the study. Thiswould then not be an
accurate reflection of poor continued use of a health website.
Future studies could employ shorter questionnaires or limit
guestionnairesto contain only questionsthat are relevant to the
tailored feedback. We note, however, that for any tailored
intervention, it is essential that visitors continue the program
long enough to be able to finish the necessary questions. Even
though in the present study not all questions were used for the
tailored feedback, we argue that our measure of continued use
served as a useful proxy for continued use of online tailored
health-promoting programs.

Another potential limitation may have been the fact that a
reminder was sent to participants after three months. It isunclear
whether participants revisited the intervention because they
remembered the intervention or because of the reminder. The
reminder email thus constituted aconfounding factor. Yet, many
online health-promoting programs make use of prompts or
remindersby email [47]. It istherefore of interest to investigate
predictors of revisiting under such conditions. Future studies
could employ an experimental design, in which reminders are
sent to only half of the participants, to investigate whether
predictors of revisiting are similar when participants receive a
reminder versus when no reminder is sent.

A final limitation was the fact that we used an observational
design. Research using experimental manipulations aimed to
influence exposure rates can offer stronger grounds for the
causality of the effects. In arecent study, for instance, Albarracin
and colleagues [48] experimentally tested the effects of
procedures aming to increase exposure, called
“meta-interventions’ by the authors. They found that when the
intervention was introduced to potential participants in a way
that left them some degree of choice as to whether participants
would want to change their heath-related behavior, the
intervention attracted more participants than when the
intervention was introduced as highly effective in changing
behavior. Future research should further explore the
effectiveness of such meta-interventions. Based on the results
of the present study, these interventions could be targeted
specifically at men, immigrant groups, young people, people
with a low education level, and people with a weak health
motivation.

Conclusion

The Internet offers vast possibilities for health-communication
efforts.  Unfortunately, online  health-communication
interventions are characterized by low exposure rates. The
present study sought to investigate predictors of visiting, using,
and revisiting to increase our knowledge of exposure to online
interventions. The results showed that women were morelikely
to visit the website than were men. Furthermore, native Dutch
participants and participants with a strong health motivation
were most likely to continue usage of the website. Older
participants, highly educated participants, and participantswho
reported high levels of positive affective user experience were
most likely to revisit the website. Online health-communication
interventions could be specifically targeted at men, young
people, immigrants, and people with low education levels.
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Engaging non health-related content might be used to attract interventions offer participants sufficient opportunities for
the attention of those people who are not intrinsically motivated — enjoyment.
to live a healthy lifestyle. Furthermore, it is important that
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Abstract

Background: Internet-delivered behavior change programs have the potential to reach a large population. However, low
participation levels and high levels of attrition are often observed. The worksite could be a setting suitable for reaching and
retaining large numbers of people, but little is known about reach and use of Internet-delivered health promotion programsin the
worksite setting.

Objective: This study aimed (1) to gain more insight in the use of the website component of a worksite behavior change
intervention and (2) to identify demographic, behavioral, and psychosocial factors associated with website use.

Methods: The study was an observational study among participants from 5 workplaces in a cluster randomized controlled trial.
At baseline, all participants visited a study website to fill out the baseline questionnaire. Then a physical health check was done
followed by face-to-face advice. After this contact, al participants received an email to promote visiting the website to view their
health check results and the personal advice based on the baseline questionnaire. In the subsequent period, only participantsin
the intervention group received monthly email messages to promote website visits and were offered additional Web-based tools
(self-monitors and afood frequency questionnaire [ FFQ] assessing saturated fat intake) to support their behavior change. Website
use was monitored by website statistics registering website access. Complete data were available for 726 employees. Logistic
regression analyses were conducted to identify characteristics of employees who visited and used the website.

Results: In total, 43% of the participants visited the website after the email to promote website visits. Participants who were
insufficiently physically active werelesslikely to visit thewebsite (oddsratio [ OR] 0.63, 95% confidenceinterval [CI] 0.45-0.88),
whereas individuals with an elevated total cholesterol level visited the website more often (OR 1.44, 95% CI 1.05-1.98). The
monthly emailsin theintervention group resulted in higher website use during a 3-month period (18% versus 5% in the reference
group, OR 3.96, 95% CI 2.30-6.82). Participants with a positive attitude toward increasing physical activity were less likely to
visit the website (OR 0.54, 95% Cl 0.31-0.93) or to use the self-monitor and FFQ (OR 0.50, 95% CI 0.25-0.99). Female workers
visited the website more often to monitor their behavior and to receive advice on fat intake (OR 2.36, 95% CI 1.14-4.90).
Conclusions: Almost half of the participants used the website component of a worksite behavior change program. Monthly
emails were a prompt to visit the website, but website use remained low. More women than men used the website to obtain
personalized advice for behavior change. No consistently higher participation was found among those with healthier behaviors.
This health promotion program did not provide an indication that healthier subjects are more susceptible to health promotion.

Trial Registration: ISRCTN52854353; http://www.controlled-trials.com/ISRCTN52854353 (Archived by WebCite at
http://www.webcitation.org/5smxIncB1)
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Introduction

There are indications that Internet-delivered interventions may
be effective in improving physical activity, healthy nutrition,
and weight reduction [1-5]. Internet-delivered programs have
the potential to reach alarge population at relatively low costs.
However, low participation levels and high levels of attrition
are often observed in those programs [5-8]. These rates are of
concern since studieswith ahigher utilization tend to have better
behavior change outcomes[5]. The RE-AIM framework stresses
the importance of evaluating the reach and representativeness
of program participants[9], and Eysenbach [6] and Danaher et
al [10] have emphasized the need to address process measures
in addition to the effectiveness of Internet-delivered programs.
Theworksite has been identified as a promising setting to reach
large numbers of peoplein anatural social network, which may
increase participation [11,12]. However, the reach and use of
Internet-delivered programs in the worksite setting are largely
unknown.

In contrast with the high levels of attrition in the genera
population, Ware et a [13] studied an intervention consisting
of an Internet-delivered program at the worksite with an initial
face-to-face contact and found a repeated participation over a
12-week period of 69%. Several studies on Internet-delivered
behavior change programs suggested that women, people who
are more highly educated, and people with positive health
behaviors participate more often in Internet-delivered health
promotion programs compared with the general population
[8,14-16]. However, there are also studies indicating that
Internet-delivered programs have attracted individuals who
would benefit most from them, that is, participants who are
overweight [8,13,16]. It has also been suggested that the
provision of regular new content and the possibility to monitor
progress toward behavior change could be important factorsin
encouraging website use [17,18]. Furthermore, arecent review
reported several studies with enhanced effectiveness after
frequent email prompts[19].

It has been indicated that participants may not be ready to rely
solely on Internet-delivered programs|[5]. Theworksite setting,
in which it is feasible to combine face-to-face contact and
regular emails, may, therefore, be a good setting for the
implementation of interventions. Therefore, we expect that
providing an Internet-delivered lifestyle program in the
workplace setting with aninitial face-to-face contact, a behavior
change monitor functionality, and monthly email messageswill
enhance program use.

http://www.jmir.org/2010/3/e44/

More insight into these specific program characteristics could
provide information on ways to attract visitors to an
Internet-delivered health promotion intervention and to keep
them using the program. The aim of the present study isto gain
more insight into the use of awebsite component of aworksite
intervention, in order to be able to identify factors related to
website use and intervention components that may enhance use.
Therefore, the present study investigates the demographic,
behavioral, psychosocial, and health-related factorsin relation
to program use in an Internet-delivered program with a
face-to-face contact at the worksite.

Methods

Design, Participants, and Recruitment

An observational study was conducted from March 26, 2008,
until February 9, 2009. Participants were employees from 5
different workplaces: 2 companies engaged in commercia
services, 2in health care, and 1 executive branch of government.
The participants had enrolled in a 2-year cluster randomized
controlled trial in which the departments (64) within these 5
workplaces were the units of randomization. An extensive
description of this larger worksite lifestyle promotion program
primarily aimed at physical activity and nutrition is described
elsewhere [20]. The study was announced through email, the
company’s intranet and/or a company magazine. In the 2
commercial services companies, all employeesdirectly received
an email from a health management organization that had
implemented the intervention in which employees were invited
to visit the study website. For the other workplaces, interested
employees could express their interest in participating in the
study through email. These 3 workplaces restricted the
maximum number of participants in such a way that the first
200 (2 workplaces) or 300 (1 workplace) interested employees
were allowed to participate. Participants enrolled in the study
when they visited the website and completed the baseline
questionnaire. Participation levels varied from 3% to 61% of
all workers per workplace, with amedian participation level of
10%. The number of participants per workplace ranged from
33to 270 (median 175), and workplace sizes varied from 70 to
more than 5000 employees (median 1706). Complete data on
individual characteristics, behaviors, and health were available
for 726 employees. The Medical Ethics Committee of Erasmus
MC, University Medical Center in Rotterdam, the Netherlands,
approved the study and all participants gave written informed
consent.
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Figure 1. Screenshot of the website
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Procedure

All participants visited the study website by using an
individualized username and password to fill out the baseline
guestionnaire and to make an appointment for aphysical health
check (Figure 1). The health check took place at the workplace
and consisted of measurement of height, weight, waist
circumference, total cholesterol level, blood pressure, and a
bicycle test to estimate maximum oxygen uptake. Immediately
after the health check, al participants received an overview of
their test results in print. These results were discussed with the
participants, and each participant received advice on how to
improve or maintain their lifestyle in a face-to-face contact.
Participants who were prehypertensive or who had an el evated
cholesterol level were advised to visit their general practitioner
or the occupational physician. The physical health check took
one hour, and workers were allowed to participate during their
regular work hours. The test reports were also provided on the
study website together with personal advice based on
participants’ answers on the baseline questionnaire. After all
participantsin one workplace had completed the health checks,
all participants were invited through an email message to visit
the website to view their health check results and the personal
advice based on the baseline questionnaire (see Figure 2, period
1). The personal advice provided on the website corresponded
with the advice in the face-to-face contact and was provided in
astructured and reproducible way.
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Reference Group

Participants in the reference group had access to their physical
health results and reports based on the online questionnaire.
These reports consisted of their personal physical activity level
and fruit and vegetable intake level and information on the
recommended levels. The website provided genera lifestyle
and health information.

I ntervention Group

Participants in the intervention group had access to severa
additional website functionalities compared with participants
in the reference group. Participants in the intervention group
received more extensive computer-tailored advice on their
self-reported physical activity and nutrition behavior on the
guestionnaire. The electronically generated advice included
personal and action feedback taking into account perceived
barriers for participants not meeting the guidelines [20,21].
Perceived barriers were assessed by asking for the most
important barrier to engaging in the specific lifestyle behavior.

In addition, participants had the opportunity to use thefollowing
intervention strategies: (1) online self-monitoring of fruit and
vegetable intake, physical activity, and weight to monitor
progress toward behavior change and obtain tracking charts;
(2) afood frequency questionnaire (FFQ) assessing saturated
fat intake for tailored advice (after third email message) [22];
and (3) the ability to ask questions of several professionals.

Finally, to stimulate sustained website use, participants in the
i ntervention group received motivating monthly email messages
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focusing on physical activity and nutrition. Participants received
their first motivating email message 1 month after they received
an email to visit the website to view their health check results
and the advice based on the baseline questionnaire. With the
motivating email messages, the second important period of the
website component started (see Figure 2, period 2). Period 2
covered 3 monthly email messagesfocusing on physical activity
and nutrition (duration of 12 weeks). The first monthly email
message was tailored to the individual, and if new information
was available through the self-monitors, the subsegquent email
was personadized again. If no new information from the
participant was available, the emails contained more general
information. The third message announced the opportunity to
fill out the fat FFQ for tailored advice. In all monthly email
messages, participants were encouraged to fill out the
self-monitors and to ask their questions. The monthly email
messages were written by aresearcher (author SR).

Figure 2. Study design with the two distinct periods for website use

Robroek et al

Website Use

Participants had to log in to the website using their personal
login detailsto access their individual reports aswell asto read
general information on health and lifestyle. All website visits
were registered, and for both period 1 and period 2, avariable
for websitevisit (yes/no) was calculated for all the participants.
Website use in period 1 was determined as at least 1 website
visit within the month after the email was sent to promote
website use. Website use in period 2 was determined as at |east
1 websitevisit within 3 months after thefirst motivating monthly
email message to the intervention group. For participantsinthe
intervention group, self-monitor use and fat FFQ use were
defined asusing these features at least oncein period 1 or period
2.
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Demographic Characteristics

In the baseline questionnaire, participants were asked about age,
sex, education, marital status, and ethnicity. Educational level
was assessed as the highest level of education completed and
was categorized into low (primary school, lower and
intermedi ate secondary schooling, or lower vocational training),
intermediate (higher secondary schooling or intermediate
vocational schooling) and high (higher vocational schooling or
university). We applied the standard definition of ethnicity of
Statistics Netherlands and considered a person to be nonDutch
if at least one parent was born abroad [23].

Lifestyle Behavior and Health Indicators

Physical activity level was measured in the baseline
guestionnaire using the self-administered short version of the
International Physical Activity Questionnaire (IPAQ) [24],
which assessed vigorous and moderate intensity physical

http://www.jmir.org/2010/3/e44/

activity. The average time spent on physical activity per day
was calculated. For all behaviors we cal culated a dichotomous
variable for compliance or noncompliance  with
recommendations. For physical activity level, we used a cutoff
point of 30 minutes or more per day. We did not includewalking
in this calculation since walking at a casual pace is regarded a
light-intensity activity [25].

For fruit and vegetableintake, 400 grams of fruit and vegetable
intake as measured with a self-administered 9-item validated
Dutch Food Frequency Questionnaire was used as cutoff point
[26]. Smoking was defined as current smoking status and
excessive alcohol use asdrinking at least 6 glasses on the same
occasion at least once a week. The Short Form-12 (SF-12)
guestionnaire was used to measure self-reported genera,
physical, and mental heath [27]. General hedth was
dichotomized into “poor or moderate” and “good to excellent.”
Physical and mental health were categorized as poor if the
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summed scores were in the lowest quartile (lower than 48.74
and 46.56, respectively).

Physical Health Check

In the physical health check, height and weight were measured
to calculate body massindex (BMI) and to categorizeindividuals

as normal weight (BMI < 25 kg/m?) or overweight (BMI = 25

kg/m?). Total blood cholesterol was measured in nonfasting
blood through afinger prick (Accutrend GC, Roche Company,
Mannheim, Germany), and blood pressure with a fully
automated sphygmomanometer (Omron M4-I, Omron
HealthCare Europe BV, Hoofddorp, the Netherlands). A total
cholesterol level above 5.0 mmol/l and a systolic or diastolic
blood pressure above respectively 140 mmHg and 90 mmHg
were considered elevated. A submaximal exercise test on a
bicycle ergometer was conducted to predict maximal oxygen
uptake according to the American College of SportsMedicine’'s
(ACSM) protocol using their sex- and age-dependent cutoff
points [28].

Social Cognitive Variables

For physical activity and for fruit and vegetableintake, attitude,
social support, self-efficacy, and intention to change were
measured in the baseline questionnaire. Intention, self-efficacy,
and attitude were measured on a 5-point Likert scale ranging
from “certainly not” to “certainly” All variables were
dichotomized. Intention was measured by asking if the
participant intended to change the behavior in the next month
[29]. A high intention was defined as probably or certainly
intending to change the behavior. Self-efficacy was assessed
by asking if the participant was confident about engaging in the
healthy behaviors in the next month [29]. High self-efficacy
was defined as probably or certainly confident about changing
the behavior. To measure attitude, individuals were asked if
they thought improving the behavior would take alot of effort
[30]. Those participants who answered “probably not” or
“certainly not” were considered as having a positive attitude.
Finaly, social support was measured by asking if family and
friends support them in changing the specific behaviors. This
was measured on a 4-point Likert scale ranging from “seldom
or never” to “alot” [29]. High socia support was defined as
perceiving “pretty much” support or “alot” of support.

Statistical Analyses

Descriptive statistics were used to present the baseline
characteristics of the study population. The associations of
demographic characteristics, behaviors, socia cognitive
variables, and health indicators with website use were
investigated with logistic regression analysis. Separate analyses
were conducted for website use in period 1 among the total
study population and website use in period 2 among the
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intervention group. First, univariate logistic regression models
were carried out to determine the single effects of the possible
determinants. All variables with a P value less than .20 in the
univariate models were considered for inclusion in the
multivariate analysis. A backward regression method was used
to determine the multivariate model. In the analyses, age and
sex were included by default in each multivariate model.
Variables with a P value of .05 or less were retained in the
multivariate model. The results are presented as the odds ratios
(OR) and corresponding 95% confidence intervals (95%Cl),
with odds ratios below and above 1 representing, respectively,
lower and higher website use. All analyses were carried out
with SPSS version 15.0 (SPSS Inc, Chicago, IL, USA).

Results

Study Population

In total, 726 employees participated in this study. The baseline
characteristics of the study population are presented in Table
1. More than half of the participants (403, 56%) were female
workers. The mean age of the study population was 42 years,
ranging from 20 to 63 years, and 47% (341) had had higher
education. Almost athird of the participants (223, 31%) were
not physically active at a moderate intensity for at least 30
minutes per day, and 45% (323) had insufficient fruit and
vegetable intake. Complying with the moderate intensity
physical activity guideline was associated with sufficient fruit
and vegetable intake (not in table). More than half of the
participants who did not met the physical activity guideline for
moderate intense physical activity had the intention to increase
physical activity (122/223, 55%), compared with 45% (225/503)
of the participants who did comply with the guideline. For fruit
and vegetable intake, 22% (71/323) of the participants who did
not meet the recommendation and 13% (52/403) of the
participants who did, intended to increase fruit and vegetable
intake. Participants complying with the guidelines were more
likely to have a positive attitude. No association was found
between self-efficacy and complying to the recommended levels
for physical activity and fruit and vegetabl e intake (not in table).
Website Visit

After thefirst email message, 43% of all the participantsvisited
the website component of the program; 45% (157/348) of the
participants in the reference group and 40% (152/378) in the
intervention group (odds ratio [OR] 0.82, 95% confidence
interval [CI] 0.61-1.10). Inthefollowing three monthsin which
the intervention group received a monthly email message, 18%
(67/378) of the participantsin theintervention group visited the
website again compared with 5% (18/348) in the reference group
(OR 3.96, 95% CI 2.30-6.82).
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Table 1. Baseline characteristics of the total study population and the intervention group in alongitudinal study among 726 employees

Total Study Population Intervention Group Reference Group
(n=726) (n=378) (n=2348)
n % n % n %
Demographics
Female gender 403 56% 209 55% 194 56%
Age (years)
<30 100 14% 56 15% 44 13%
30-39 203 28% 94 25% 109 31%
40-49 228 31% 112 30% 116 33%
50+ 194 27% 115 31% 79 23%
Education level
Low 131 18% 60 16% 71 20%
Intermediate 253 35% 131 35% 122 35%
High 341 47% 186 49% 155 45%
Dutch ethnicity 615 85% 319 85% 296 85%
Married/cohabiting 547 75% 285 76% 262 75%
Behavior
Insufficient moderate physical activity 223 31% 115 31% 108 31%
Insufficient vigorous physica activity 502 69% 258 68% 244 70%
Insufficient fruit or vegetable intake 323 45% 159 42% 164 A7%
Smoking 117 16% 60 16% 57 17%
Excessive alcohol 27 4% 13 3% 14 4%
Social cognitive variables
Physical activity
Positive attitude 355 49% 197 52% 158 45%
High socia support 112 15% 55 15% 57 16%
High self-efficacy 562 7% 288 76% 274 79%
Intention to increase physical activity 348 48% 167 44% 181 52%
Fruit and vegetable intake
Positive attitude 510 70% 265 70% 245 71%
High socia support 91 13% 46 12% 45 13%
High self-efficacy 599 83% 319 84% 280 81%
Intention to increase intake 124 17% 68 18% 56 16%
Health indicators
Overweight/obese 293 40% 152 40% 141 41%
Poor/moderate general health 39 5% 17 5% 22 6%
Lowest quartile mental health 181 25% 97 26% 84 24%
Lowest quartile physical health 181 25% 90 24% 91 26%
Elevated blood pressure 217 30% 113 30% 104 30%
Elevated total cholesterol level 301 42% 161 43% 140 41%
Poor predicted maximum oxygen uptake 90 13% 43 12% 47 15%
hittp://www.jmir.org/2010/3/e44/ JMed Internet Res 2010 | vol. 12 | iss. 3 e44 | p.67
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Correlates of Website Visit

Asshownintheunivariate analysisin Table 2, older employees
(OR 1.89, 95% CI 1.15-3.13), those with a positive attitude
toward increasing physical activity level (OR 1.36, 95% CI
1.01-1.83), and those with an elevated cholesterol level (OR
1.51, 95% CI 1.12-2.04) were more likely to visit the website
after the first email message, and participants with insufficient
moderate-intensity physical activity (OR 0.66, 95% ClI
0.47-0.91) werelesslikely to do so. Inthe multivariate analysis,
sufficient moderate physical activity (OR 0.64, 95% CI
0.46-0.90 for insufficient physical activity) and an elevated
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cholesterol level (OR 1.44, 95% Cl 1.05-1.98) remained
significantly associated with website visit in period 1. Attitude
to increase physical activity did not reman statisticaly
significant in the multivariate analysis (OR 1.34, 95% CI
0.98-1.82). Table 3 shows that among the participants in the
intervention group, those with a positive attitude toward
increasing their level of physical activity (OR 0.57, 95% ClI
0.33-0.97) and fruit and vegetable intake (OR 0.55, 95% CI
0.32-0.96) werelesslikely to visit the websitein the period with
monthly email messages. In the multivariate analysis, only
attitude toward increasing physical activity level (OR 0.54, 95%
Cl 0.31-0.93) remained statistically significant.
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Table 2. Univariate and multivariate odds ratios and 95% confidence intervals of individual characteristics, behaviors, social cognitive variables, and
health indicators for visiting the website in the first period after the health check (n = 726)

Univariate Analysis Multivariate Analysis
OR 95% ClI OR 95% ClI
Demographics
Female gender 0.93 0.69-1.25 1.00 0.74-1.36
Age (years)
<30 1.00 1.00
30-39 1.35 0.82-2.23 135 0.81-2.24
40-49 1.35 0.83-2.21 1.18 0.72-1.96
50+ 1.89° 1.15-3.13 1.65 0.97-2.79
Education level
Low 0.92 0.62-1.39
Intermediate 0.76% 0.55-1.06
High 1.00
Dutch ethnicity 0.96 0.64-1.45
Married/cohabiting 1.342 0.94-1.89
Behavior
Insufficient moderate physical activity 0.66° 0.47-0.91 0.64° 0.46-0.90
Insufficient vigorous physica activity 1.01 0.73-1.39
Insufficient fruit or vegetable intake 101 0.75-1.36
Smoking 0.712 0.47-1.07
Excessive alcohol consumption 0.83 0.37-1.85
Social cognitive variables
Physical activity
Positive attitude 1.36" 1.01-1.83
High socia support 0.84 0.55-1.27
High self-efficacy 1.00 0.71-1.43
Intention to increase physical activity 111 0.83-1.49
Fruit and vegetableintake
Positive attitude 122 0.88-1.69
High social support 0.97 0.62-1.52
High self-efficacy 0.89 0.60-1.31
Intention to increase intake 0.702 0.47-1.05
Health indicators
Overweight/obese 0.96 0.71-1.30
Poor/moderate general health 129 0.68-2.46
Lowest quartile mental health 1.18 0.84-1.66
Lowest quartile physical health 0.97 0.69-0.37
Elevated blood pressure 0.82 0.59-1.13
Elevated total cholesterol level 151P 1.12-2.04 1.44° 1.05-1.98
Poor predicted maximum oxygen uptake 0.83 0.53-1.31
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3P < .20, considered for inclusion in the multivariate logistic regression analysis
b
P<.05
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Table3. Characteristicsof theintervention group and univariate and multivariate odds ratios and 95% confidence interval s of individual characteristics,
behaviors, social cognitive variables, and health indicators for visiting the website in the second period in the intervention group (n = 378)

Univariate Analysis Multivariate Analysis
OR 95% ClI OR 95% ClI
Demographics
Female gender 132 0.77-2.27 135 0.78-2.33
Age (years)
<30 1.00 1.00
30-39 0.97 0.39-2.39 1.02 0.41-2.54
40-49 1.26 0.54-2.97 147 0.62-3.52
50+ 114 0.49-2.69 137 0.57-3.28
Education level
Low 0.57 0.24-1.36
Intermediate 1.04 0.59-1.84
High 1.00
Dutch ethnicity 1.05 0.50-2.20
Married/cohabiting 1.01 0.54-1.87
Behavior
Insufficient moderate physical activity 1.06 0.60-1.87
Insufficient vigorous physical activity 0.86 0.49-1.51
Insufficient fruit or vegetable intake 1452 0.85-2.46
Smoking 0.462 0.19-1.13
Excessive alcohol consumption 041 0.05-3.24
Social cognitive variables
Physical activity
Positive attitude 0.57° 0.33-0.97 0.54° 0.31-0.93
High socia support 0.80 0.36-1.78
High self-efficacy 0.83 0.45-1.51
Intention to increase physical activity 111 0.65-1.89
Fruit and vegetableintake
Positive attitude 0.55° 0.32-0.96
High socia support 0.422 0.14-1.20
High self-efficacy 1.07 0.51-2.25
Intention to increase intake 0.89 0.44-1.80
Health indicators
Overweight/obese 127 0.75-2.17
Poor/moderate general health 0.99 0.28-3.54
Lowest quartile mental health 0.652 0.34-1.24
Lowest quartile physical health 1.01 0.55-1.89
Elevated blood pressure 0.75 0.41-1.38
Elevated total cholesterol level 0.89 0.52-1.52
Poor predicted maximum oxygen uptake 0.56 0.21-1.47

8P < .20, considered for inclusion in the multivariate logistic regression analysis
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Useof Interactive Website Elementsin thel ntervention
Condition

Of the website visitorsin the intervention group, 11% (41/378)
used the self-monitors or the FFQ, and 2% (8/378) contacted a
professional via the website (Figure 2). Table 4 shows that
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female workers were more likely to use the self-monitor or fat
FFQ compared with maleworkers (OR 2.36, 95% CI 1.14-4.90).
As for website use in period 2, those workers with a positive
attitude toward increasing their physical activity level wereless
likely to visit the website to use the specific website
functionalities (OR 0.50, 95% CI 0.25-0.99).
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Table 4. Univariate and multivariate odds ratios and 95% confidence intervals of individual characteristics, behaviors, social cognitive variables, and

health indicators for self-monitor and fat FFQ use in the intervention group (n=378)

Robroek et al

Univariate Analysis

Multivariate Analysis

OR 95% ClI OR 95% ClI
Demographics
Female gender 2.41° 1.17-4.96 2360 1.14-4.90
Age (years)
<30 1.00 1.00
30-39 0.93 0.34-2.55 0.99 0.36-2.77
40-49 0.92 0.35-2.45 1.09 0.40-2.98
50+ 0.67 0.24-1.86 0.85 0.30-2.43
Education level
Low 0.87 0.34-2.28
Intermediate 0.94 0.46-1.93
High 1.00
Dutch ethnicity 177 0.61-5.17
Married/cohabiting 1.00 0.47-2.13
Behavior
Insufficient moderate physical activity 121 0.61-2.40
Insufficient vigorous physica activity 1.00 0.50-2.01
Insufficient fruit or vegetable intake 1.692 0.88-3.24
Smoking 0.54 0.19-1.58
Excessive alcohol consumption 0.68 0.09-5.35
Social cognitive variables
Physical activity
Positive attitude 0.49° 0.25-0.96 0.50° 0.25-0.99
High socia support 0.80 0.30-2.13
High self-efficacy 0.73 0.36-1.49
Intention to increase physical activity 137 0.72-2.63
Fruit and vegetableintake
Positive attitude 0.632 0.32-1.24
High socia support 0.342 0.08-1.46
High self-efficacy 1.09 0.44-2.72
Intention to increase intake 133 0.60-2.92
Health indicators
Overweight/obese 0.94 0.48-1.83
Poor/moderate general health 1.82 0.50-6.63
Lowest quartile mental health 0.93 0.44-1.97
Lowest quartile physical health 137 0.67-2.82
Elevated blood pressure 0.452 0.19-1.05
Elevated total cholesterol level 1.06 0.55-2.03
Poor predicted maximum oxygen uptake 1.63 0.67-3.96

8P < .20, considered for inclusion in the multivariate logistic regression analysis
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Discussion

In this study, we examined the use of the website component
of aworksite physical activity and nutrition promotion program.
In total, 43% of the participants visited the website after an
email to promote website visits to view their personal health
results and the persona advice based on the baseline
guestionnaire. Participants who did not meet the recommended
level of physical activity were less likely to visit the website,
whereasindividualswith an elevated total cholesterol level were
more likely to visit the website. Participantsin the intervention
group visited the website more often during a 3-month period
than thosein the reference group (18% versus 5%). Participants
with apositive attitude toward increasing physical activity were
less likely to use self-monitors for tracking their behavior and
to complete the fat FFQ to receive tailored advice. Compared
with male workers, more female workers visited the website to
monitor their behavior and/or weight or to receive tailored
advice on fat intake.

Website Visits

Compared to previous studies, website visiting after the first
email reminder was relatively high [6,8]. The face-to-face
contact may have had a positive influence and may be one of
the reasons for the relatively high initial number of visitors.
However, website use was not optimal, since it was intended
that all participants would visit the website. By not using the
website component, a substantial part of the study group was
not exposed to the content provided on the website. Leslie et al
[31] found in a study investigating a physical activity website
in the workplace setting that a comparable 46% of the
participating employees visited the website at |east once. There
are studies, however, that have found higher levels of website
usage. Ware and colleagues[13], for example, found in astudy
with a face-to-face contact and an Internet-delivered physical
activity and weight management program that 78% of the
participants were still using the website after 12 weeks. An
important difference between our study and the study of Ware
and colleaguesistherole of theinitial contact. In our study, the
face-to-face contact consisted of feedback of test results and
personal advice, while in the study of Ware it was a screening
and an information session on how to use the Internet-delivered
program. One of the explanations for the lower usage level in
our study may bethat people participated in the study primarily
to getinsight into their health status (cholesterol level and blood
pressure) and that they were less interested in changing their
behavior. The fact that participants could visit the website
component after aseries of tests and advice based on these tests
in aface-to-face contact may have madeit lessrelevant for them
to visit the website to review their results and to obtain
additional advice and information about a healthy lifestyle.
Another explanation might be a lack of new content on the
website. It has been suggested by experts as well as potential
users that the provision of regular new content could be an
important factor in encouraging website use [17,18].
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Correlates of Website Visits

Participants with an elevated cholesterol level were morelikely
tovisit the website, which may indicate that visiting the website
component wasrelevant for participantswith lessfavorable test
outcomes. In contrast, in the month after the email to promote
website use was sent, individuals meeting the physical activity
guideline were more likely to visit the website. Verheijden et
al [8] aso reported contradictory findings, with more
participation among people with healthier lifestyles and among
overweight or obese participants. It could be hypothesized that
those with poorer outcomes on health indicators had a higher
risk perception as compared with those not complying with
lifestyle recommendations. However, elevated cholesterol |evel
was the only health indicator associated with website use, and
thisfinding was not corroborated by other health indicators such
asblood pressure and self-reported health and, thus, the finding
that elevated cholesterol level was associated with website use
may be spurious. The finding that participants not meeting the
physical activity guideline were less likely to use the website
might be related to the communication to encourage the
individual to changetheir behavior. However, thislower website
usewasonly found in the first period and not in the period with
monthly email messages. Based on our results, no consistent
higher participation was found among those with healthier
behaviors, and, thus, a health-based selection in website use
could not be demonstrated.

Useof I nteractive Website Elementsin thelntervention
Condition

In line with other studies, we found that Internet access in the
following 3 months was low [5-8]. Even though the 3 email
reminders sent in this period resulted in a higher percentage of
website visits compared with the reference group, only 18%
visited thewebsite. The difference between the reference group
and theintervention group provides evidence that monthly email
messages function as a prompt to visit the website; however, it
may be a weak prompt. Ware et al found a high repeated
participation with an Internet-delivered program using an
accelerometer and weighing scale as monitoring devices [13].
The availability of such devices might increase compliancewith
the use of self-monitors. Experts have suggested that the
possibility to monitor progress could be a factor to encourage
websiteuse[17]. Inafocusgroup, study participants mentioned
that the possibility of asking questions on awebsite for behavior
change would increase use [32]. However, the findings of our
study do not seem to support these notions. We do not know,
however, why participants visited the website again in the
3-month period. Additional qualitative information of website
use may shed more light on thisin future studies.

Participants with a positive attitude (ie, those who thought that
it would not take alot of effort to increase physical activity and
fruit and vegetables intake) were less likely to track their
behavior or to obtain tailored advice on fat intake. This may
indicate that they did not need the website component to visit
it again. Whereas women and men did not differ with respect
to website visits, more women used the website to track their
behavior or to obtain tailored advice on fat intake. In a
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systematic review on participation in worksite health promotion
programs, a higher initial participation among female workers
wasfound except for programs offering accessto afitness centre
[33]. Other studies have also reported a higher participation
among women in Internet-delivered programs [2,8,34]. This
may be explained by a higher interest in health issues among
women [14].

Limitations

This study has some limitations. First, 2 measures of website
use are reported: website access and the use of a self-monitor
and afat questionnaireto obtain tailored advice. These measures
do not provide any information asto what extent the participants
actually read the available information or how much time they
spent on the website. Second, because of the combination of
the website component with a face-to-face contact, we cannot
generalize the results to website use of programs without
face-to-face contact in the worksite settings. Third, departments
within workplaces instead of individuals or workplaces were
randomized. Since employees do not share their work space
with employees from other departments, we do not think
contamination was amajor issue in our study. Furthermore, the
programs for the intervention and reference groups were quite
similar, with both groups having the opportunity to participate
in a face-to-face contact and to use the website. Therefore, it

Robroek et al

would be difficult for a participant to find out that different
programs were offered. Fourth, the participation levels as well
asthe populations of the participating workplaces differed. Not
all employees had equivalent access and use of computers and
email during their workday. Therefore, we estimated for all
occupations in the study population if the work is primarily
done using acomputer. The group spending amajor part of the
day with computer work was not found to have an increased
website use compared with workers with less or no computer
work. Strengths of the study were that the user statistics are
linked to the individual level and the availability of objective
health indicators.

Conclusion

This study demonstrated that almost half of the participants
used the website component of aworksite physical activity and
healthy nutrition promotion program in the period after a
face-to-face contact with personal advice. Monthly email
messages were aprompt to visit the website. However, over the
longer term, low use was found in this target group. More
women than men used the website to obtain personalized advice
for behavior change. No consistent higher participation was
found among those with healthier behaviors. This health
promotion program did not provide an indication that healthier
subjects are more susceptible to health promotion.
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Abstract

Background: Elevated low-density lipoprotein (LDL) cholesterol is a leading risk factor for cardiovascular disease. Despite
the availability of proven interventionsto lower LDL cholesterol, their use remains subobtimal. Many websites provide interactive,
tailored advice on cardiovascular risk in an attempt to help bridge this evidence-practice gap, yet there is little evidence that
provision of such atool is effective in changing practice.

Objectives. The objective was to define the effects on use of cholesterol-lowering interventions of a consumer-targeted tailored
advice website.

Methods: This was a prospective, double-blind, randomized controlled trial open to any adult Australian with access to the
Internet. A total of 2099 participants were randomized. Of these, 45% were male, the mean age of all participants was 56, and
1385 (66%) self-reported hypercholesterolemia. Follow-up information was obtained for 1945 (93%). Participants completed a
brief online questionnaire. Individuals assigned to intervention received immediate, fully automated, personally tailored advice
(based on current guidelines) regarding the need for commencement of statin therapy, increased statin therapy in those already
on treatment, and nondrug intervention strategies. Control group participants were directed to static Web pages providing general
information about cholesterol management.

Results:  The primary outcome was the proportion of participants that commenced or increased use of prescribed
cholesterol -lowering therapy. Of thetotal 2099 randomized participants, 304 (14%) met eligibility criteriafor cholesterol-lowering
therapy but were not prescribed treatment, and 254 (12%) were prescribed treatment but were not achieving the recommended
target level. Treatment was commenced or increased in 64 (6.0%) of the 1062 intervention group participants and 79 (7.6%) of
the 1037 control group participants (% difference = -1.6%, 95% confidence interval [Cl] -3.75 to 0.57, P = .15). No differences
were found between the randomized groups for the secondary outcomes of “discussed treatment with a health professional” (%
difference = -3.8%, 95% confidence interval [Cl] -8.16 to 0.19, P = .08), “had their cholesterol checked” (% difference = -1.5%,
95% Cl -5.79t0 2.71, P = .48), “had their blood pressure checked” (% difference = 1.4%, 95% CI -2.55to 5.34, P = .49) or made
alifestyle change (P values between .49 and .96).

Conclusions: Despite providing specific carefully tailored advice, thiswebsite had no detectabl e effect on cholesterol management

strategies. This finding raises considerable uncertainty about the value of Internet-based tools providing tailored advice directly
to consumers.
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Introduction

An elevated level of low-density lipoprotein (LDL) cholesterol
isone of the leading risk factors for cardiovascular disease and
has been targeted by the lipid management guidelines of many
organizations  worldwide  [1-3]. Despite  proven
cost-effectiveness [4,5], the use of cholesterol-lowering
interventionsremains suboptimal, with many dligibleindividuals
untreated and many of those treated failing to reach the
recommended target levels [6-8].

Research has shown that tailored information is more effective
than generic communications in influencing health behaviors
[9]. Delivery of health information via computer has also been
shown to increase efficacy [10]. Widespread community access
totheInternet [11] and increasing use of the Internet asasource
of information about health [12] provide a novel opportunity
for low-cost, Internet-based, community-mediated health care
delivery. Previous studies have shown that highly interactive
health communications applications that alow multiple
interactions with participants over time may have a positive
effect on knowledge and social support. In addition, there is
some evidencethat use of these applicationsresultsinimproved
behavioral and clinical outcomesin peoplewith chronic disease
[13]. There is also some evidence that such applications can
positively influence behaviors related to cardiovascular risk
such as nutrition and physical activity [14].

In the field of cardiovascular prevention, providing tailored
behavior change messages has been shown to enhance uptake
of information compared with simple provision of health risk
information [15], with some websites offering such tailored
advice directed at the consumer [16-17]. These websites tend
to be simple, without the highly interactive features that have
been shown to be effective in changing behavior. If shown to
be effective, these simpler websites may help bridge the
evidence-practice gap in cardiovascular disease prevention in
a more cost-effective manner than larger, more complex
Web-based interventions. Studies of simpler, Internet-based
applications providing tailored advice in real-life settings have
varied in size and effectiveness with more recent, larger studies
showing promise [18-21]. At the time of our trial, there were
few data that precisely and reliably defined the impact of
websites offering simpletail ored advice on objective outcomes.

In an attempt to address this research gap, we report here the
results of the Internet-based Cholesterol Assessment Tridl
(I-CAT), which sought to define the effects on cholesterol
management of a simple, real-life consumer-mediated website
offering tailored advicetypical of those available on the Internet.
The website provided individually tailored advice to adult
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Australians about their need for cholesterol-lowering treatment
according to established Australian guidelines [22-23].

The primary aim of this trial was to determine the effects on
the use of prescribed cholesterol-lowering trestment of access
to awebsitethat provided fully automated, individually tailored
advice about eligibility for cholesterol-lowering treatment
according to established national guidelines. Thiswas compared
against access to typical static Web pages. The null hypothesis
of no effect of the intervention compared to control on the
primary outcomewastested. The secondary aim of thetrial was
to evaluate whether it was possible to improve the cholesterol
management of thefriends and relatives of theindex participants
as measured by the same outcomes.

Methods

The I-CAT was a double-blinded, randomized, controlled trial
conducted from October 6, 2004, through July 5, 2006. The
trial was approved by the Human Ethics Committee of the
University of Sydney with al participants providing informed
consent. Aside from mail and telephone contact with initial
nonrespondersto follow-up, the study was done entirely through
a secure website established for the trial with access for
participants achieved through use of unique individual
usernames and passwords.

Participants and Recruitment

The trial was open to all adults aged 18 years or over resident
in Australia, although recruitment strategies were targeted
toward individualslikely to require chol esterol-lowering therapy
by focusing recruitment initiatives on health care facilities and
seniors' organizations. Recruitment was achieved by using a
range of approaches including posters, printed and electronic
invitations, website links, radio broadcasts, newspaper
advertisements, and direct referrals to the study website by
health care providers. Potential participants were required to
read an online participant information sheet and complete an
online consent form. Participants were not informed of the
precise randomized comparison being made and were simply
told that they were participating in a trial that sought to “find
out if advice about cholesterol provided on the Internet can
improve your cholesterol management.” If participants were
randomized to the active arm, they were immediately asked to
refer their friends and relatives to the website in order to
determine whether or not the website was able to gain access
to networks of friends and relatives via persona referral and
thus influence the health behavior of friends and relatives as
well. Control group participants were requested to do the same
only after completing follow-up for the primary and secondary
outcomes at which time they received individualized advice.
Friendsor relativeswho responded to referral from arandomized
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participant were not randomized; they were simply asked to
provide informed consent, asked to complete the baseline and
8 week follow-up questionnaires, and were then documented
as areferral from arandomized participant for the purposes of
outcome eval uation. Information was collected from the referred
participant in an effort to link them back to the referrer in order
to determine any differences in referral patterns between
intervention and control participants.

Baseline Data Collection

The baseline questionnaire was administered to all consenting
participants and sought demographic details, cardiovascular
disease history, risk factors, cholesterol levels, use of any
medications or other strategiesto reducetheir cholesterol-related
cardiovascular risk, and any family history of cardiovascular
disease or high cholesterol levels (see Multimedia Appendix
1). Theinformation sought was sufficient to define (1) eligibility
for statin therapy according to the February 2004 Australian
Prescriber Benefit Scheme criteria [22]; (2) the need for
increased statin therapy to achieve the lipid targets
recommended by the Cardiac Society of Australia and New
Zealand guidelines [23]; (3) the need for commencement of
nondrug intervention strategies that might be used to lower their
risk of a cholesterol-related event (including recommending
weight lossif their body massindex (BMI) was greater than 24
and they were not trying to lose wei ght; taking regular exercise;
starting a healthy diet; and, if they were not already doing so,
using cholesterol-lowering margarineif they had been diagnosed
with high cholesterol or wereindicated for cholesterol-lowering
treatment [24]); and (4) the likelihood of there being afamilial
tendency to cholesterol-related disease (if their total cholesterol
>9 mmol/L, they were of aboriginal heritage, or they had been
diagnosed with genetic hypercholesterolemia or ahad afamily
history of premature heart disease and previous diagnosis of
high cholesteral). The questionswere simpleto answer and took
no more than a few minutes to complete. Individuals were not
required to be able to answer al questions to proceed to
randomization, but it was made clear that the more information
that was provided the better.

Randomization

Randomization followed immediately after baseline data
collection. Randomization was done automatically in real time
by a central computerized service run by the investigators at
The George Institute for International Health. There was no
stratification since the large number of participantswould ensure
reasonable balance of characteristics between randomized
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groups. Investigators were blinded to the alocation of all
individuals throughout the trial. This was true both for the
collection of data by the automated email prompts and for the
data collected by phone or mail. Unblinding only occurred once
follow-up of all participants was complete.

Intervention and Control

Theintervention group received immediate personally tailored
cholesterol management advice from afully automated computer
algorithm that used the information collected in the baseline
guestionnaire. If data were missing from the questionnaire, the
response was assumed to be negative except for responses to
the question about lipid levels. If lipid levels were absent, the
tailored advice was qualified and participants were informed
that full assessment of their situation was not possible without
lipid values and that it would be helpful if they had their
cholesterol measured. The computer algorithm wastested using
multiple hypothetical scenarios to ensure that the advice given
was accurate.

The advice provided comprised specific recommendations about
the need for commencement of statin therapy, increased statin
therapy inthose already on treatment, and nondrug intervention
strategies. Based on each individual’s likelihood of a family
history of cholesterol-related disease, participants were also
advised that their relatives could aso benefit from visiting the
site. Participants could print each recommendation and the
associated reasons for that recommendation in the form of an
automatically generated individually tailored letter that could
be taken to their doctor. Participants could also print off
information that might be suitable for passing on to friends or
relatives or directly email the website details to these people.
The information was badged with the logos of The George
Ingtitute for International Health, the University of Sydney,
Western Sydney Area Health Service, and the Institute of
Clinical Pathology and Medical Research, and it was made clear
that the advice provided was based upon the recommendations
of the 2004 Pharmaceutical Benefit Scheme Lipid Management
Guidelines and the 2001 Australian and New Zealand Lipid
Management Guidelines. The credibility of the output was
further enhanced by the advice being electronically signed by
one of the authors (SL) who was identified as the Director of
the Lipid and Cardiovascular Risk Assessment Service,
Westmead Hospital. An example of thetailored adviceis shown
in Figure 1. In addition to the tail ored advice, participants were
referred to links on the website containing generic information
on cholesterol.

JMed Internet Res 2010 | val. 12 | iss. 3 |e42 | p.80
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH Webster et &

Figure 1. Screenshot of sample tailored advice
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Participantsin the control group were provided with only general
information about lowering cholesterol in the form of links to
relevant sites containing static Web pages, but control group
participants were given no specific management
recommendations. Control group participants, however, were
provided with 35 links to fact sheets and information including
pages from the National Heart Foundation, the Australian
Department of Health and Aging, the NSW Department of Sport
and Recreation and many others (all links can be viewed on the
website, www.cholesterolcheck.info) [25].

All relatives and friends that were referred to the website,
irrespective of whether they were referred by an individual
assigned to the intervention or the control group, received
immediate personally tailored cholesterol management advice
from the computer algorithm. The control group participants
were not specifically asked to refer friends or relatives until
after they had completed follow-up to reduce the risk of
contamination. (For example, if the friend or relative showed
the control group participant the specific advice that was
generated, this may have impacted the control group
participant’s decision and/or timing in returning to the website
to complete the next questionnaire.)

Follow-up

All randomized participants were scheduled for follow-up 8
weeks after randomization. Follow-up comprised an email
reminder to log on and complete an online questionnaire seeking
information about each of the study outcomes. The follow-up
guestions were phrased such that they were simple to answer
and designed such that the entire follow-up questionnairewould
take no more than a few minutes to complete (see Multimedia
Appendix 2). Participants that failed to return to the website
after initial email prompting (including friends and relatives)
were contacted successively by mail and phone to achieve
follow-up data collection. Participants in the control group
received their individually tailored advice after completing the
second questionnaire. All participants were invited to fill in a
feedback questionnaire at the completion of the study in order
to ascertain their views on the useful ness of the website and the
information provided.

Study Outcomes

The primary outcome was the number of participants that
reported commencing or increasing trestment with lipid lowering
medication. Secondary outcomes were the number of
participants that had their cholesterol levels checked, visited a
doctor, commenced eating a healthy diet, started trying to lose
weight, started taking regular exercise, started using specia
cholesterol-lowering margarine, stopped smoking, had their
blood pressure checked, or recommended the websiteto afriend
or relative.

Adver se Events

No significant adverse eventswere anticipated as aresult of our
intervention although some participants potentially may have
been falsely reassured of being at low risk of vascular disease
by our tailored adviceif they did not provide full details of their
clinical situation. Thisissuewas addressed by carefully advising
participantsthat our intervention may not take into account their
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full medical history and that they should discuss their results
with their regular doctor. Participants were not specifically
asked if they had experienced any adverse effects as a result of
our study.

Statistics
Power

The tria was initially planned to recruit 3938 individuals to
achieve 90% power (alpha = .05) to detect a 2.5% or greater
difference between randomized groups in the proportion
reporting the primary outcome. This estimate assumed that the
primary outcome event rate in the control group would be about
5% and that it would be increased by a half, to about 7.5% in
the intervention group. The trial actually randomized 2099
individuals with an event rate of 7.6% in the control group, and
this provided 90% power (alpha=.05) to detect a4% or greater
absolute difference between randomized groupsin the proportion
reporting the primary outcome. The power calculations were
carried out with PASS 2008 software (NCSS Statistical and
Power Anaysis Software, Kaysville, UT, USA) using
Mantel-Haenszel, likelihood ratio, and z tests.

Analysis

Statistical analyses were done with SAS version 9.1 (SAS
Ingtitute Inc, Cary, NC, USA). Characteristics of participants
were summarized as proportions or means with standard
deviations. Comparisons of proportions were done using
Pearson’s chi-square test without continuity correction.
Estimates of effect size for the outcomes summarized as
proportions are presented as differencesin proportions and 95%
confidence intervals. For these analyses the denominators were
the total number randomized in each group such that wherever
possible, estimates were unbiased “intention-to-treat” analyses.
Comparisons between the mean values of continuous outcome
measures were made using t tests, and estimates of effect sizes
were presented as mean differences with 95% confidence
intervals. These latter analyses included only those individuals
for whom the data were not missing. All tests were two-sided
and univariate, missing values were not imputed, and a P value
of .05 or less was interpreted as unlikely to have arisen by
chance.

Results

Recruitment and Follow-up

In total, 2448 individuals consented to participate comprising
2099 randomized participants, 214 friends or relatives referred
by randomized participants, and 135 individual s that consented
but provided no further data and were not randomized (Figure
2). Recruitment was terminated prior to the target recruitment
number due to the prolonged time taken to recruit participants.
Of the total number of randomized participants, 1062 were
assigned to intervention and 1037 to control; 93% of the total
provided follow-up data with 750 (36%) requiring mail and/or
telephone follow-up to achieve this. Follow-up data was
collected at a median of 10 weeks (range 7 to 42 weeks) after
randomization with the active group taking slightly longer to
respond than the control group (median 10.3 vs 10.1 weeks).
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Figure2. Flow chart
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Participant Characteristics

Trial participants were an average of 56 years old and 918 out
of 2099 (44%) were mae (Table 1). About two-thirds
(1387/2099) had a sef-reported prior diagnosis of
hypercholesterolemia, one-third (689/2099), a family history
of premature coronary heart disease, and one in ten (241/2099)
had been told that they or a family member had a possible
heritable component to their elevated cholesterol levels. Most

http://www.jmir.org/2010/3/e42/

CONSENTED
(n=2448)
> No further data=135
v Friend or relative = 214
RANDOMIZED
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INTERVENTION CONTROL
(n=1062) n=1037)
Individually tailored assess- Static Web page
ment and advice
8 Weeks
v y
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participants reported that they were on ahealthy diet and taking
regular exercise, although nearly two-thirds (1258/2099)
responded that they were trying to lose weight. The overall

mean body mass index (BMI) of participants was 26.7kg/m?.
The baseline characteristics of the intervention and control
groupswere generally well balanced—the exception to thiswas
that the intervention group had a slightly greater likelihood of
having family members at high risk of hypercholesterolemia
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Table 1. Baseline characteristics of randomized participants

Number with Data  Intervention Control
(n=1062) (n=1037)
Male 2099 482 (45) 436 (42)
Medical history
High cholesteral, n (%) 2098 710 (67) 677 (65)
Hypertension, n (%) 2086 364 (34) 390 (38)
Diabetes mellitus, n (%) 2099 129 (12) 123 (12)
Coronary heart disease, n (%) 2098 94 (9) 84 (8)
Peripheral vascular disease, n (%) 2097 26 (2) 21(2)
Cerebrovascular disease, n (%) 2099 32(3) 37(4)
Familial hypercholesterolemia, n (%) 2093 343 33(3)
(Par)tici pant or family has been told they have genetic hypercholesterolemia,n 2095 111 (10) 130 (13)
%
Family history of premature coronary heart disease, n (%) 2098 331 (31) 358 (35)
Lifestylefactors
Current smoker, n (%) 2098 75(7.1) 77(7.4)
Eating a health diet, n (%) 2086 892 (84) 862 (83)
Trying to lose weight, n (%) 2090 620 (58) 638 (62)
Taking regular exercise, n (%) 2088 770 (73) 766 (74)
Using cholesterol-lowering margarine, n (%) 2091 339(32) 325 (31)
Currently on lipid modifying treatment, n (%) 2088 295 (28) 266 (26)
Awareness of own lipid subfractions, n (%) 2057 309 (29) 274 (26)
Not on medication and indicated for treatment® n (%) 2024 160 (15) 144 (14)
On medication but not reaching target, n (%) 2076 141 (13) 113 (11)
Family at risk?, n (%) 2021 330 (31) 239 (23)
Age (years), mean = SD (n) 2099 55.8+12.21 56.3+11.88
(1062) (1037)
Weight (kg), mean + SD (n) 2074 77.3+17.74 765 + 16.54
(1049) (1025
Height (cm), mean + SD (n) 2075 170+ 9.32 169.1+ 9.46
(1053) (1022)
BMI (kg/m2), mean + SD (n) 2054 26.7+5.34 26.6+4.93
(1042) (1012)
Highest total cholesterol (mmol/L), mean + SD (n) 1139 6.7+141 6.9+ 185
(577) (562)
Recent total cholesterol (mmol/L), mean + SD (n) 1196 56+125 57+128
(614) (582)
Recent LDL cholesterol (mmol/L), mean + SD (n) 535 35+1.20 35+1.15
(285) (250)
Recent HDL® cholesterol (mmol/L), mean + SD (n) 551 17£075 17+068
(296) (255)
Recent triglyceride (mmol/L), mean + SD (n) 539 16+1.05 17+171
277) (262)

& Calculation based on lipid guidelines and Pharmaceutical Benefit Scheme guidelines current at time of trial
b Calculation based on participant answers indicating possible high risk of hyperchol esterolemia among family members
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Eligibility for Starting or Increasing Cholesterol
Lowering Treatment

Based on our agorithm, among the 2099 randomized
participants there were 561 (27%) that were using prescribed
treatment of which 254 were not meeting recommended targets
and were deemed eligible for increased treatment. Of those not
on treatment, 20% (304/1538) met the criteriafor treatment.

Webster et d

Effects of Intervention Compared With Control

Tables 2 and 3 show the results for the primary and secondary
outcomes for the main study aim. The primary outcome,
commencement or increase in cholesterol-lowering therapy,
was observed in 6.8% (143/2099) of the randomized
participants, 6.0% (64/1062) in theintervention group and 7.6%
(79/1037) in the control group (% difference = -1.6, 95%
confidence interval [Cl] -3.75 to 0.57). For new treatment, the
percent difference was -1.4% (95% Cl -2.87 to 0.23), and for
increased treatment, it was -0.3% (95% CI -1.83 to 1.29).

Table 2. Effects of treatment on primary and secondary outcomes (binary) among randomized participants

Intervention Control % Difference P value
(n=1062) (n=1037) (95% CI)

Primary outcome n (%) n (%)

Commenced or increased cholesterol-lowering therapy 64 (6.0) 79 (7.6) -1.6(-3.75t00.57) .15
Commenced treatment 29 (2.7) 42 (4.1) -14(-2.87t00.23) .09
Increased treatment 35(3.3) 37(3.6) -0.3(-1.83t01.29) .73

Secondary outcomes (binary)

Discussed treatment with a health professional 521 (49.1) 549 (52.9) -3.8(-8.16t00.19) .08
Had blood cholesterol checked 465 (43.8) 470 (45.3) -1.5(-5.79t02.71) .48
Commenced eating a healthy diet 85 (8.0) 86 (8.3) -0.3(-2.63t02.05) .81
Commenced trying to lose weight 107 (10.1) 103 (9.9) 02(-242t02.71) .91
Commenced taking regular exercise 112 (105 100 (9.6) 0.9(-1.67t03.50) .49
Commenced using cholesterol-lowering margarine 112 (10.5) 105 (10.1) 04(-218t03.03) .75
Stopped smoking 9(0.8) 9(0.9) -0.1(-0.81t00.77) .96
Blood pressure checked 744 (70.1) 712 (68.7) 14(-255t05.34) .49
Referred friend or relative to the website 176 (16.6) 91 (8.8) 7.8 (4.97-10.62) <.001
Number of friends or relativesthat visited thewebsite 69 (7) 23(2) 3.1(1.9-5.0) <.001
Table 3. Effects of treatment on secondary outcomes (continuous) among randomized participants
Secondary Outcomes (Continuous) Mean + SD Mean + SD Mean Difference P value
(95% CI)
Recent total cholesterol (mmol/L) 545+ 1.21 551+1.23 -0.07 (-0.21t0 0.07) .34
(n=600) (n=593)
Recent low-density lipoprotein (LDL) cholesterol (mmol/L) 3.38 + 1.13 3.31+£1.06 0.07(-0.1t00.24) 43
(n=317) (n=306)

Recent high-density lipoprotein (HDL) cholesterol 1.65+ 0.69 1.67+0.67 -0.03(-0.14t00.08) .59

(mmol/L) (n=330) (n=314)

Recent triglyceride (mmol/L) 1.71+1.29 1.62 £1.59 0.10(-0.13t00.32) .40

(n=323) (n=312)
Current weight (kg) 77+17.2 77+ 16.74 0.03(-1.51t0157) .97
(n=937) (n=926)

In regard to the secondary outcomes, there were no significant
differences between randomized groups in the proportions that
visited a doctor, had their cholesterol levels checked,
commenced eating a healthy diet, started trying to lose weight,
started taking regular exercise, started using cholesterol-lowering
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margarine, stopped smoking, or had their blood pressure checked
(@l P > .08) (Table 2). The one exception was that more
individualsin the intervention group (176/1062, 17%) than the
control group (91/1037, 9%) referred one or more friends or
relatives to the website (% difference = 7.8 %, 95% ClI
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4.97-10.62, P < .001). These referrals resulted in 69 friends or
relatives of the intervention group participants and 23 friends
or relatives of the control group participants actually visiting
the website within the follow-up period (ie, prior to the index
case returning to complete the second questionnaire). The
population visiting the website within this time frame was used
to calculate the outcomes for friends and relatives, as only
intervention group participants were specifically asked to refer
friends and relatives to the website after thefirst questionnaire,
whereasthe control group received thisrequest after completing
the second questionnaire. In addition, 92 other friends and
relatives that visited the website did not provide sufficient
information to link them back to the referring index participant.
Of the 69 friends or relatives of intervention participants, 5
commenced or increased chol esterol-lowering therapy compared
with none of the friends or relatives of the control group
participants (0.5% vs 0%; P = .06). Significantly more of the
intervention group participants had friends or relatives discuss
treatment with a health professional (26/1062, 2% vs 5/1037,
0.5%, P < .001), had their cholesterol checked (26/1062, 2%
vs 6/1037, 0.6%; P < .001), commenced cholesterol-lowering
margarine (6/1062, 0.6% vs 0/1037; P = .03), were checked for
diabetes (19/1062, 2% vs 8/1037, 0.8%; P = .04) or had their
blood pressure checked (40/1062, 4% vs 16/1037, 2%; P = .002)
after recelving individualized advice from the website, but
otherwise there were no differences for the other outcomes (all
P>.09).

In total, 1144 of the 2448 (47%) participants provided written
feedback about one or other aspect of the study. The study was
generaly perceived as providing useful (926/1144, 81%),
trustworthy (857/1119, 95%) and clear (1027/1126, 91%)
information. Important issuesthat arosein the “freetext” section
were around the issues of participants not understanding
cholesterol levels or not having been given test results and so
being unsure of how to respond to those questions. In addition,
athird (51/156, 33%) of those that put a “free text” comment
remarked on theinappropriateness of the questionnairefor their
particular circumstances.

Adver se Events

To our knowledge, no adverse events occurred during the course
of the study.

Discussion

Our intervention provided consumers with individualized
user-friendly advice from acredible source but had no detectable
impact on any important aspect of participant treatment or
participant behavior related to cholesterol management. This
finding raises doubt about the value of the multitude of
consumer-targeted websites that seek to improve participant
health and medical care using thistype of simplified approach.

There are many possible reasons why there was no clear effect
of the intervention in our study. First, achievement of change
in treatment required the successful completion of a sequence
of events. Specifically, the participant had to decide to act upon
the advice received from the website, print out the materials
provided, make an appointment to visit their doctor, and then
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attend the visit. The stages of change model outlines acomplex
cycle that takes place in order to change behavior [26]. A
website offering tailored advice is only likely to affect people
who are already motivated to change and are on the brink of
taking action and therefore targets people at one point of the
change cycle only. Furthermore, recent large-scale trial data
and meta-analysis has confirmed that increased depth of tailoring
and use of multiple behavioral change techniques based on
established models of behavioral change are more effective
[21,27]. Based on this evidence as well as our trial outcome,
there can be little justification for expecting significant effects
on clinical outcomes from simple tailored advice websites. It
islikely that health websites must provide more comprehensive
support to help users achieve the changes in behavior sought,
that is, health websites must provide a more highly interactive
tool or one that provides an additional resource.

If the participant did attend his or her general practitioner’s
clinic, the doctor then had to be persuaded by the advice and
commence or increase cholesterol-lowering treatment
accordingly. There are multiple points at which this chain of
events could break down, and there is evidence from other
sources to suggest why this may not occur [28].

Another issue of primary importance is the willingness of
physicians to respond to information provided to them by their
patients. While doctors frequently use computerized systems
and the Internet to seek information, they may belesslikely to
act upon material they receive indirectly from the Internet via
their patients [29]. That said, the credibility of the information
provided by the website did not appear to be amajor issue, with
the majority of participants that gave feedback about visiting
their doctor indicating that both they and their physiciansviewed
the website outputs as useful and trustworthy.

A further consideration is that the study was relatively short,
providing alimited time frame during which changein treatment
had to occur. In retrospect, it may have been too brief a period
to make treatment changes for some participants although it is
of note that there were no effects of theintervention on actions
intermediate to treatment change. For example, the number of
participants making visits to the doctor or having assays of
blood lipids was not greater in the intervention compared with
the control group and could reasonably have been expected to
be increased in the time period available.

It is also possible that cholesterol management was a more
difficult management problem among our study participants as
compared with the genera population at risk of
cholesterol-related disease. Individuals prepared to seek out
solutions on the Internet may previously have been through
multiple other efforts to control their lipid levels; the website
may not have had much new to offer, and this could have
reduced the potential for the intervention to impact upon
treatment. There was some participant feedback to indicate that
this was the case, with some respondents reporting that they
found the website to be inappropriate to their situation because
they had already tried most of the suggested interventions, had
side effects to suggested treatment, or had high levels of
cholesterol that were resistant to usual therapy. The approach
used by the I-CAT website, which was to address the usual
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cholesterol problems with the usua cholesterol-lowering
solutions, may not be appropriate for the real-world setting of
health websites because it may actually be the more unusual
cases that comprise alarge proportion of website users.

An dternate interpretation of the study findings might be that
while the tailoring component of the website intervention we
evaluated was not important, the large numbers of participants
across the two groups that reported taking some action suggest
that the website was producing some effect. It is possible that
simply completing the risk factor questionnaires was sufficient
to drive people to consult a health care provider or have their
cholesterol checked even if tailored advice was not provided.
However, a more likely explanation is that the individual s that
enrolled in this study were a self-sel ected and highly motivated
group that would have taken these actions irrespective of
anything they did as part of the trial. It is also possible that a
ceilling effect had been reached for some of the
recommendations, with significant numbers already reporting
some actions at the baseline assessment. Clearly this study
cannot reliably addressthe question of whether smply ng
static Web pages can change health-related behaviors, although
it is generally agreed that simply viewing general information
is not an effective means of achieving individual behavioral
change [30].

Contamination of our control arm could have occurred if some
family members in a given household were randomized to the
control group and some to the intervention group. This would
have had the effect that participants in the control arm would
then have been aware that personalized information was
provided to other participants and may have influenced them
to return to the website for follow-up more promptly than other
control group participants. In relation to the primary outcome,
we believe it is unlikely to have importantly influenced the
results as the advice was specifically tailored to the recipient
and was not generalizable to other participants. In addition,
rather few control group participants had friends or relatives
visit the website.

The finding that the intervention group referred more friends
or relatives to the website compared with control participants
was the one positive result from the trial and might be of some

Webster et d

value. The targeted identification and referral of individualsin
thisway might, for example, be amethod that could be used as
part of genetic cascade follow-up programs for conditions such
as familial hypercholesterolemia[31].

The chief strength of this study was its large scale, robust
randomized design, and real-world evaluation of theintervention
under investigation. There has been no prior study that begins
to approach I-CAT in regard to this combination of
characteristics, and on this basis, the data presented here
represent a major advancement of knowledge. However, the
study also had some shortcomings. First, while the study was
large, there were challenges with recruitment, and the original
recruitment target was not met. It is possible, therefore, that the
study failed to detect a small real effect of the intervention on
the primary outcome. That said, the absence of any effect on
intermediate outcomes for which there was much better
statistical power suggests that this is probably not the case.
Second, the study relied upon participant-reported data both at
baseline and follow-up and in many cases this was incompl ete
inregardto lipid levels. Since detailed knowledge of lipid levels
is key to fully applying lipid management guidelines [22-23],
this made it difficult to provide a specific recommendation to
all participants. This may have reduced the perceived value of
the website, but once again the absence of full information
reflects the real-world setting in which such websites operate.
Finally, in regard to outcome assessment for thetrial, lipid data
were collected opportunistically and were incomplete, raising
uncertainty about that component of the study outcomes.
Nonethel ess, the compl eteness of datafor the primary outcome
and many of the other secondary outcomes was good, with a
strong likelihood that most participants would have been able
to report reliably about these other fairly objective measures.

In conclusion, this large, carefully conducted trial found no
clear beneficial health effects from awebsite that was designed
to incorporate some of the current features of Internet-based
interactive health communications applications targeted at
consumers. The evidence provided here servesto again highlight
the need for the comprehensive evaluation of all new strategies
designed to improve population well-being if maximum value
is to be extracted from the health care dollar.
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Abstract

Background: Men considering the prostate specific antigen (PSA) test for prostate cancer, an increasingly common male cancer,
are encouraged to make informed decisions, asthetest islimited in its accuracy and the natural history of the condition is poorly
understood. The Web-based PSA decision aid, Prosdex, was developed as part of the UK Prostate Cancer Risk Management
Programme in order to help men make such informed decisions.

Objectives. Theaim of this study was to evaluate the effect of the Web-based PSA decision aid, Prosdex, on informed decision
making.

Methods: A Web-based randomized controlled trial was conducted in South Wales, United Kingdom. Men aged 50 to 75 who
had not previously had a PSA test were randomly allocated to two intervention and two control groups. Participants in the
intervention groups either viewed Prosdex or were given a paper version of the text. The main outcome measures were the three
components of informed decision making: (1) knowledge of prostate cancer and PSA, (2) attitude toward PSA testing, (3) behavior
using a proxy measure, intention to undergo PSA testing. Decisional conflict and anxiety were also measured as was uptake of
the PSA test. Outcomes were measured by means of an online questionnaire for the Prosdex group, the paper version group, and
one of two control groups. Six months later, PSA test uptake was ascertained from general practitioners’ records, and the online
guestionnaire was repeated. Results are reported in terms of the Mann-Whitney U-statistic divided by the product of the two
sample sizes (U/mm), line of no effect 0.50.

Results. Participants were 514 men. Compared with the control group that completed the initial online questionnaire, men in
the Prosdex group had increased knowledge about the PSA test and prostate cancer (U/mn 0.70; 95% CI 0.62 - 0.76); less
favourable attitudes to PSA testing (U/mn 0.39, 95% CI 0.31 - 0.47); were less likely to undergo PSA testing (U/mn 0.40, 95%
Cl 0.32 - 0.48); and had less decisional conflict (U/mn 0.32, 95% CI 0.25 - 0.40); while anxiety level did not differ (U/mn 0.50,
95% CI 0.42 - 0.58). For these outcomes there were no significant differences between men in the Prosdex group and the paper
version group. However, in the Prosdex group, increased knowledge was associated with aless favourabl e attitude toward testing
(Spearman rank correlation [p] = -0.49, P < .001) and lower intention to undergo testing (p = -0.27, P =.02). After six months,
PSA test uptake was lower in the Prosdex group than in the paper version and the questionnaire control group (P = .014). Test
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uptake was also lower in the control group that did not compl ete a questionnaire than in the control group that did, suggesting a
possible Hawthorne effect of the questionnaire in favour of PSA testing.

Conclusions: Exposure to Prosdex was associated with improved knowledge about the PSA test and prostate cancer. Men who
had ahigh level of knowledge had aless favourable attitude toward and were less likely to undergo PSA testing. Prosdex appears

to promote informed decision making regarding the PSA test.

Trial Registration:
http://www.webcitation.org/5r1TLQ5nK)

(J Med Internet Res 2010;12(3):€27) doi:10.2196/jmir.1305

ISRCTN48473735; http://www.controlled-trials.com/ISRCTN48473735 (Archived by WebCite at
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Introduction

Informed decision making is difficult to deliver for men who
are considering the prostate specific antigen (PSA) test.
Web-based PSA decision aids potentially provide a solution.

The decision to undergo PSA testing for prostate cancer is a
very difficult one for men. On the one hand, the disease is
gaining prominence, largely due to an aging population and
increased detection. On the other hand, the usefulness of the
only widely available test for prostate cancer, PSA, is limited
not only by its poor sensitivity and specificity but also by the
uncertainty relating to the natural history and the management
of the disease [1,2]. It is for this reason that the UK National
Cancer Screening Programme in 2001 established the Prostate
Cancer Risk Management Programme (PCRMP), a strategy
that had, as one of its key goals, the promotion of informed
decision making about PSA testing [2]. An informed decision,
as outlined in the measure of informed decision making
developed by Marteau et a for prenatal Down’'s syndrome
testing [3,4], could be characterized by relevant knowledge of
the subject as well as by attitudes congruent with subsequent
behavior. In the case of PSA testing, therefore, what was
important was not the actual decision made vis-a-vis the test.
Instead, the aim of the PCRMP was for men to both acquire
knowledge about PSA and prostate cancer and make decisions
about the test that reflected their attitudes toward it.

In order to facilitate informed decision making, all genera
practitioners (GPs) in the United Kingdom were provided with
information leaflets about PSA testing to be provided to patients
on request. Nonetheless, it was accepted by policymakers that
amore publicly engaging source of information was required.
Consequently, attention turned to decision aids, which already
had a strong record in facilitating difficult decisions across a
range of conditions including prostate cancer [5]. In addition,
the Web was identified as a suitable medium for delivering
these decision aids to UK men. Therefore, the Web-based PSA
decision aid, Prosdex [6], was commissioned by Cancer
Research UK and launched in 2004. It was, and remains, an
innovative intervention in eHealth, combining text and
multimediafeatureswith deliberation tool s designed to directly
promoteinformed decision making, reflecting the standards set
by the International Patient Decision Aid Collaboration [7].

It is not known whether PSA decision aids have an effect on
informed decision making. Systematic reviews have consistently

http://www.jmir.org/2010/3/e27/

shown these aids improve knowledge about PSA and prostate
cancer, which is the initial, essential component of informed
decision making [5,8-10]. In addition, PSA decision aids have
been shown to affect behavior, that is, use of these aidstypically
resultsin a reduced likelihood of PSA testing [8,9]. However,
to date there is no evidence that such conservative behavior is
associated with greater knowledge of prostate cancer and PSA
testing and with negative attitudes toward the test, as would be
expected with informed decision making.

There is no specific measure of informed decision making in
PSA testing, and therefore, for this study, acomposite evaluation
was used based on three key components: knowledge, attitude,
and behavior. Knowledge about PSA and prostate cancer was
taken as the principal outcome for the study due to its key role
in informed decision making: without knowledge, informed
decision making cannot take place. The behavior component
assessed was intention to undertake PSA testing, and this was
measured at the same time as the attitude toward the PSA test.
Crucially, to determine an effect on informed decision making,
correlations between the knowledge, attitude, and behavior
outcomes were examined. Our hypothesis was that, at group
level, men using the Prosdex Web-based PSA decision aid
would improvetheir knowledge and thereby devel op both aless
favorable attitude toward the test and a reduced intention to
undergo testing, principally becauseincreased knowledge would
lead to an understanding of the uncertain benefits of the PSA
test. Finally, six months|ater, we evaluated a second behavioral
outcome, PSA test uptake. The hypothesis here, for the same
reasons, was that PSA test uptake would be reduced in those
men who had demonstrated informed decision making.

The potential of the Web was exploited in two ways in this
study. First, as described, the decision aid was hosted on the
Web. Second, an online research methodology was employed,
namely, a four-armed randomized controlled trial with two
intervention and two control groups, which alowed a
comparison between Prosdex and a control group, between
Web-based Prosdex and a paper version of the sameinformation,
and, between the two control groups in order to consider the
Hawthorne effect of an outcome questionnaire. Our expectation
was that participants presented with the questionnaire would
be more likely to undertake PSA testing due to an increased
awareness of the subject and exposure to popular opinions and
media coverage, which tend to be uncritically positive about
the benefits of PSA testing. The aim of this study, therefore,
was to evaluate the effect of a Web-based PSA decision aid,

JMed Internet Res 2010 | val. 12 | iss. 3 [e27 | p.92
(page number not for citation purposes)


http://dx.doi.org/10.2196/jmir.1305
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

Prosdex, on knowledge, attitudes and behavior—the components
of informed decision making—using aWeb-based questionnaire.

Methods

Study Design

A Web-based randomized controlled trial (RCT) was designed,
composed of four groups: two intervention groups and two
control groups.

Setting

Men were invited to participate by their general practitioners
(GPs) in South Wales, United Kingdom.

Participants

Inclusion Criteria

Men aged 50 to 75 were invited to participate. Thisis the age
range in which men typically request or are offered the PSA
test. The participants accessed the study via the Internet and
had to be ableto use acomputer, and they were asked to indicate
this on the consent form. Those unable to participate due to
inability to use a computer and those who did not respond to
the invitation were counted separately, in line with CONSORT
guidelines[11].

Exclusion Criteria

Participantswho could not read English were excluded, aswere
those whose general practice records indicated that they had
previously had prostate cancer or a PSA test.

Recruitment Process

Potential participants were identified from electronic patient
registers. A staff member from each practice generated alist of
potential participants aged 50 to 75 who had not had a PSA test
or prostate cancer. A random sample of 100 men was selected
from the list. A staff member with knowledge of the
patients—usually a GP—was asked to screen out men who were
unsuitable for the trial due to serious ill-health, specificaly a
terminal illness, dementia, or severe mental illness. Finaly,
invitation letters signed by the GP, participant information
sheets, and consent formswere sent by mail to eligible potential
participants.

http://www.jmir.org/2010/3/e27/
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Affirmative consent forms from each practice were transferred
to the research officer (author NJW) who alocated each
participant with a number provided remotely by the trial
statistician (author RN) to ensure concealment. The process
ensured individual level randomization to one of two
intervention groups or to one of two control groups, aswewere
interested in individual decision making after an intervention
used independently by each participant. There was unlikely to
be an intracluster correlation for these outcomes, because men
would view the Web at home [12].

Sample Size

The sample size aimed for was 600 participants: 150 in each of
the four groups. This figure was derived from our systematic
review of PSA decision aids in which these interventions were
found to have resulted in knowledge that had improved by
19.5% (SD 45.1) [9]. Thus, 150 men per group would alow the
detection of a20% absol ute differencein knowledge with power
greater than 90%. Assuming a recruitment rate of 30%, we
aimed to invite 2000 potential participantsfrom 20 GP practices,
100 men from each practice [13].

Intervention and Controls

Theintervention used in this study, the Web-based PSA decision
aid Prosdex [6], presents evidence-based information about
prostate cancer and PSA testing, encouraging users to weigh
the pros and cons of testing [14]. In addition, Prosdex includes
video clips of enacted patient experiences about the PSA test
and subsequent investigations and treatments. There is aso
information about shared decision making and a deliberation
tool named a “decision stacker,” which visualizes attitudes
toward the PSA test. Prosdex aims to actively encourage
informed decision making. A specific version of the Prosdex
website was devel oped for the study. Participantsin the Prosdex
intervention group were able to view the intervention in their
own homes or in other settings. Participants in the second
intervention, the paper version group, received a paper
document, comprising the text of the website but not the name,
to reduce the risk of participants in this group discovering
Prosdex on the Web. Participantsin the control groups received
neither the Prosdex URL nor the paper version of the website
(Figure 1).
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Figure 1. Prosdex RCT CONSORT participant flow chart
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Components of informed decison making were evaluated.
Components were: (1) knowledge of prostate cancer and PSA,
the primary outcome of the study; (2) attitude toward PSA
testing; and (3) behavior, using the proxy measure of intention
to undergo PSA testing.
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guestions previously used in an eval uation of abrief paper-based
PSA decision aid [15]. Twelve true or false questions were
posed, and participants received a score of 1 for a correct
answer, -1 for an incorrect answer, and O for unanswered items.
In the attitude section, twelve statements, six favorable and six
unfavorable to PSA testing, were presented. For the intention
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outcome, a single item question with a five-point Likert-like
response scale, “How likely are you to have the PSA test?’ was
used, and amean rank score was then cal cul ated for each group.

Two other outcomes, anxiety and decisiona conflict, were
measured by the questionnaire as these are outcomes that are
commonly used in evaluations of decision aids[9]. Anxiety was
assessed using the six-item short form of the Spielberger State
Anxiety Inventory [16,17], and decisiona conflict was measured
by the Decisional Conflict Scale (DCS) [18,19]. Findly, at
6-months post intervention, actual uptake of the PSA test was
measured.

M easurement of Outcomes

Baseline Outcomes | mmediately Following the
I ntervention

Data for all outcomes, apart from test uptake, were gathered
from responsesto an online questionnaire. Participantsallocated
to the two intervention groups (the Prosdex group and the paper
version group) and the first control group (named the
“questionnaire control group’) were asked to complete a
guestionnaire. These 3 groups were asked to access the study
website using a unique password that was provided them.
Participants’ exposure to interventions and the questionnaireis
shown in Figure 1, as is the pathway for participants in the
second control group. The second control group, which was not
asked to complete a questionnaire, was named the “no
guestionnaire control group.” The data were collected in an
SQL-server database, transferred to Excel spreadsheets, and
analyzed using SPSS, version 12 (SPSS|nc, Chicago, IL, USA).

Outcomes at Six Months

At 6 months after the participants were allocated to the four
groups, GPswere asked to review participants’ medical records
to ascertain whether participants had had a PSA test in the
6-month interval. All participants, including those in the no
guestionnaire control group, were a so asked to repeat the online
guestionnaire in order to evaluate any changes to the baseline
outcomes, such as knowledge, over a 6-month period.

Comparisons and Statistical Analysis

To determine the effect on informed decision making, the main
comparison was Prosdex group versus questionnaire control
group. There were also two other comparisons. The first was
the Prosdex group versus the paper version group to compare
the effect of format and media. Also compared were the
guestionnaire control group versusthe no questionnaire control
group to assess the Hawthorne effect of the questionnaire on
PSA testing as our expectation was that answering the
questionnaireitself would encourage PSA testing. Also, in order
to further assess the effect on informed decision making,
correlations between knowledge, attitudes, and behavior
outcomes were examined.

Most of the analysesin this study were undertaken on a group
basis. However, according to the model of informed decision
making, we should be able to demonstrate high knowledge,
negative attitude/intention, and reduced uptake of PSA testing
at thelevel of anindividual participant as evidence of informed
decision making by the individual. The data were therefore

http://www.jmir.org/2010/3/e27/

Evanset a

analyzed accordingly, and participants whose knowledge scores
were above the median were defined as “ high knowledge.” The
attitude and intention outcomes were then also dichotomized
on the basis of the median scoresto “high” and “low.” Finally,
the PSA test uptake data for individuals were analyzed in
relation to the dichotomized outcomes, and the odds ratios for
test uptake were cal cul ated.

Comparability of the four groups for characteristics of age,
ethnicity, marital status, and education was assessed.
Demographic data for the two intervention groups and the
guestionnaire control group were obtained from the baseline
guestionnaire, and demographic data for the no questionnaire
control group was obtained from the 6-month follow-up
guestionnaire. Outcomeswere compared between groupson an
"intention to treat” basis. Results were reported in terms of an
effect size derived from the Mann-Whitney U-statistic divided
by the product of the two samples sizes (U/mn) [20]. The
statistic U/mnisapplicableto continuousand ordinal outcomes
alike. The expected value under the null hypothesisis 0.5, and
the measure takes the value O or 1 in extreme cases in which
there is no overlap between the two samples. Therefore, for
comparisons, U/mn is greater than 0.5 when the first group
scores higher than the first; also, for confidence intervals, the
line of no effect isset at 0.5[20].

The study received ethical approval from South East Wales
Research Ethics Committee (REC reference number
06/WSE04/13). All participants gave informed consent before
taking part in thetrial.

Results

Recruitment of General Practices

We invited 60 genera practices from 9 Local Hedlth Board
(primary care organization) areasin South Wales. Of these, 27
practices agreed to participate, 33 declined, and 2 subsequently
withdrew.

Recruitment of Participants

In 2008, 25 practices were sent 100 invitations each, and in
response to lower than anticipated recruitment, 11 of these
practices agreed to send an additional 100 invitations. A total
of 3600 invitations were sent. Consent forms were returned
from 646 potential participants (18%), of whom 565 (16%)
agreed to participate. Excluded were 51 participants due to
reported difficulties with Internet access and/or computer
literacy, giving a final number of 514 participants (Figure 1).
Of the 382 participants all ocated to the Prosdex group, the paper
version group, and the questionnaire control group, 278 (73%)
completed the first online questionnaire in 2008. For the
comparison of the Prosdex group versus the questionnaire
control group, 89 versus 103 participants, a power of 87% was
achieved to detect a 20% improvement in knowledge. For the
Prosdex group versus the paper version group, 89 versus 86
participants, a power of 85% was achieved to detect a 20%
improvement in knowledge.
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Characteristics of Participants

Details of participant characteristics are given in Table 1. Of
the participating men, 236 of 379 (62%), were between 50 and
59 yearsof age, 367 (97.4%) werewhite, 79 (88%) were married

Table 1. Characteristics of trial participants

Evanset a

or cohabitating, and 334 (45%) had either acollege or university
degree, indicating volunteer biastowardsthose who are younger
and those with higher educational attainments. There were no
statistically significant differences between the groups.

Characteristic Prosdex Group Paper Version Questionnaire No Questionnaire Total
n (%) Group Control Group Control Group n (%)
n (%) n (%) n (%)
Agegroup
50-59 61 (68) 54 (63) 63 (61) 58 (58) 236 (62)
60-69 22 (24) 27 (31) 35 (34) 36 (36) 120 (32)
70 or over 7(8) 5(6) 5(5) 6 (6) 23 (6)
Highest level of education
None 9(10) 9(11) 12 (12) 14 (14) 44 (12)
CSE or equivalent 7 (8) 3(4) 4(4) 5(5) 19 (5)
O level or equivalent 10 (11) 16 (19) 14 (14) 13 (13) 53 (14)
A level or equivalent 9(10) 8(9) 10 (20) 12 (12) 39(10)
Clerical or commercial 7(8) 18 (21) 22 (21) 8(8) 55 (15)
College or university degree 48 (53) 32 (37) 41 (40) 48 (48) 169 (45)
Marital status
Married or cohabiting 79 (88) 76 (88) 90 (87) 89 (89) 334 (88)
Widowed 1(1) 0(0) 4(4) 0(0) 5(1)
Never married 33 5 (6) 4(4) 6 (6) 18 (5)
Divorced or separated 7(8) 5(6) 5(5) 5(5) 22 (6)
Ethnicity
White 89 (99) 83(98) 97 (95) 98 (99) 367 (98)
Black African 0(0) 0(0) 1(1) 0(0) 1(3)
Indian 0(0) 0(0) 1(1) 0(0) 13
Mixed race 1(1) 2(2 1(1) 1(1) 5(2)
Other 0(0) 0(0) 2(2) 0(0) 2(5)

Comparisonsand Correlations at Baseline

The two sets of comparisons at baseline, the Prosdex group
versus the questionnaire control group and the Prosdex group
versus the paper version group, are demonstrated in Table 2
with U/mn values. Results shown in Table 2 are based on 278
to 283 participants for whom full data were available. For the
main comparison, the Prosdex group versus the questionnaire
control group, participantsin the Prosdex group were found to
have significantly higher knowledge scores than those in the
guestionnaire control group. Meninthe Prosdex group also had
less favorable attitudes to the PSA test than those in the
guestionnaire control group, and intention to undergo PSA
testing was|ower in the Prosdex group than in the questionnaire

http://www.jmir.org/2010/3/e27/

control group. The decisional conflict score was lower in the
Prosdex group than in the questionnaire control group, and there
was no statistical difference between the two groups in terms
of their anxiety regarding the PSA test.

Regarding the Prosdex group versus the paper version group,
there was no significant difference in the knowledge scores of
the participants. However, the mean knowledge score was
slightly higher in the paper version group than in the Prosdex
group (5.4 out of 12 vs 4.9 out of 12). Also, no significant
differences were found between the Prosdex and the paper
version groups in attitude toward PSA testing, intention to
undergo PSA testing, decisional conflict score, and anxiety
outcomes.
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Table 2. Summary of outcome results

Evanset a

Outcome Measure Prosdex Group vs Questionnaire Control Group Prosdex Group vs Paper Version Group
Mean scores u/mn 95% ClI Pvalue  Meanscores U/mn  95% Cl P value

Knowledge 490vs2.17 0.70 0.62-0.76 <.001 490vs540 047 0.39-0.55 48
Attitude 9.10vs 11.90 0.39 0.31-0.47 .007 9.10vs8.48 0.54 0.45-0.62 .39
Intention to undergo PSA test-  40% vs 58% 0.40 0.32-0.48 .02 40%vs53% 043  0.35-0.51 .10
ing?

DCS 40.37vs47.73 0.32 0.25-0.40 <.001 40.37 vs 0.56 0.47-0.64 .18

38.49
Anxiety 4.98vs 4.88 0.50 0.42-0.58 .98 498vs4.78 0.51 0.43-0.60 74

8 Figures reported for these cells are percentages of men who indicated they were very likely to or definitely would take the test.

The correlations between outcomes are shown in Table 3. There
was asubstantial inverse correlation between overall knowledge
and attitude scoresin the two intervention groups but not in the
guestionnaire control group. That is, greater knowledge was
associated with a less favorable attitude toward the test in the
two intervention groups. There was @ so a negative correlation
between knowledge and intention to undergo PSA testing in
the Prosdex group but not in the other two groups. In other

words, for participants in the Prosdex group aone, greater
knowledge was associated with reduced intention to take the
PSA test. For all three groups, attitude and intention outcomes
were strongly correlated. Therefore, ashypothesized at the outset
of the study, participants in the Prosdex group demonstrated
greater knowledge and had negative but congruent attitudes and
behavior.

Table 3. Correlation of knowledge, attitude, and intention outcomes for the Prosdex, paper version, and questionnaire control groups

Outcome Intervention Group

Prosdex Group Paper Version Group Questionnaire Control Group
(n=89) (n=286) (n=103)
Knowledge-Attitude
Spearman rank correlation -0.49 -0.49 -0.03
P value® <.001 <.001 78
Knowledge-I ntention
Spearman rank correlation -0.27 -0.10 -0.02
P value® 01 38 87
Attitude-Intention
Spearman rank correlation 0.68 0.54 0.61
P value? <.001 <.001 <.001

8 2-tailed significance

Comparisons at 6-month Follow-up

Although the trial design was not powered to demonstrate a
differenceat thelevel of PSA test uptake, therewasadifference
between the groups which achieved statistical significance. As
shown in Table 4, PSA uptake by men in the Prosdex group
was 3% (4/127) and in the questionnaire control group was 9%
(11123), P = .014. The Hawthorne effect of the questionnaire
was aso demonstrated, as the PSA test uptake in the no
questionnaire control group was 2% (2/126), that is, less than
that in the questionnaire control group.

http://www.jmir.org/2010/3/e27/

In Table 5 we demonstrate the odds ratio of PSA testing, for
individual participants, with respect to dichotomized
knowledge/attitude/intention. PSA testing was found to be
increased twofold for individuals with high attitude and high
intention in the presence of high knowledge, although the
confidence intervals were very wide. Finally, at six months, as
shown in Table 6, knowledge was found to be significantly
lower in both intervention groups but particularly so in the paper
version group.
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Table 4. Percent PSA test uptake by group
Intervention and Control Groups (Percent Uptake)
PSA Test Uptake® Prosdex Paper Version Group Questionnaire Control Group No Questionnaire All
Group Control Group Groups
No PSA test 96.9 90.9 911 98.4 94.4
PSA test 31 9.1 89 16 5.6

@ Pearson chi-square: P = .014

Table 5. Odds ratios showing the relationship of PSA test uptake to attitude and intention scores, dichotomized at their medians

Dichotomized Outcome Odds Ratio? 95% Confidence Interval
Attitude 1.80 05-6.3
Intention 141 06-7.7

@Based on 131 men with knowledge scores above the median on knowledge, and below the median on attitude and intention

Table 6. Mean knowledge scores at baseline and at 6 months by group

Intervention and Control Groups®

Timing of Questionnaire Prosdex Group Paper Version Questionnaire Control ~ No Questionnaire
(n=47) Group (n=69) Control
n=57) (n=100)
Basdline
Mean knowledge score® 5.13 5.79 2.30
6 months
Mean knowledge score® 3.70 3.96 2.80 1.75

8 Restricted to 273 men with full data available at both assessment points
b Knowledge scale ranges from -12 to +12

Discussion

Summary of Main Findings

The Web-based decision aid was found to promote informed
decision making about the PSA test. It increased knowledge
about the PSA test and prostate cancer, generated lessfavorable
attitudes to PSA testing, and lessened the intention to undergo
testing. Participants who used Prosdex and who demonstrated
ahigh level of knowledge had lessfavorable attitudes and lower
intentions to undergo PSA testing. This congruence between
attitude and intention in the context of higher knowledge accords
with our definition of informed decision making in PSA testing.

PSA test uptake was lessin the no questionnaire control group
than in the questionnaire control group, confirming the
Hawthorne effect of increased testing in participants presented
with the questionnaire. PSA test uptake was found to be lower
in the Prosdex group than in the paper version group and the
guestionnaire control group, suggesting that, in effect, exposure
to Prosdex counters the Hawthorne effect of participation, so
that PSA uptake is more likely to return to background levels.
Finally, the data suggested that individual participantswith high
knowledge but negative attitudes and intentionswerelesslikely
to undertake PSA testing.

http://www.jmir.org/2010/3/e27/

Strengths and Limitations of the Study

Thisisthefirst Web-based four-arm randomized controlled trial
of informed decision making in PSA testing that has evaluated
aWeb-based PSA decision ad. Theintervention has been shown
to be associated with informed decision making and reduced
PSA test uptake. The employment of an online questionnaire
linked to a Web-based decision aid represents a departure from
the traditional methods of evaluating decision aids where,
normally, the participant would use the decision aid in aclinic
setting, sometimes after seeing a clinician, and then be given a
written questionnaire. A researcher would usually facilitate the
whole process [10,21,22]. In contrast, participants in this trial
used the decision aid and completed the online questionnaire
in a setting of their choice, usually their own homes, with no
training, thereby reducing researcher bias. In total, 514
participantswererecruited for thisstudy. Thiswaslessthan the
original recruitment target of 600 but sufficient to attain a power
of 85% for the primary outcome, knowledge. Those men who
did participate were mostly well educated and in the youngest
of the three age groups, which limitsthe generalizability of the
results. There was a significant loss to follow-up: 27% were
lost between allocation and the first questionnaire despite use
of a reminder questionnaire for those who initially failed to
participate.
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The intervention used in the study, Prosdex, had previously
been the subject of a rigorous development process, which
included field-testing [14,15], and the outcome measurements
used in the questionnaire had previously been validated in other
studies. The paper version of Prosdex contained the sametextual
information as the Web-based decision aid. However,
participantsin the paper version group retained their intervention
while completing the questionnaire, unlike those in the Prosdex
group who were led automatically from Prosdex to the online
guestionnaire and had no means of reviewing it while answering
the questions. We have no means of ascertaining the impact of
this potential contamination. Finally, the construction of the
research website resulted in the baseline questionnaire being
completed after viewing Prosdex, and it is possible that this
may have had an effect on the impact of the intervention

Comparison with Existing Literature

Thistrial buildson earlier studiesthat have considered the effect
of PSA decision aids on the constituent components of informed
decision making: knowledge, attitude, and behavior. Knowledge,
as previously noted, has consistently been shown to improve
with PSA decision aids [8], and recent studies have shown this
to be the case with Web-based PSA decision aids[10,23]. With
respect to attitude, Watson et al, in their trial of a paper-based
PSA decision aid, found that their decision aid led to a less
favorable attitude to PSA testing. Finally, in terms of behavior,
we previously found in a systematic review of PSA decision
aidsthat PSA testing decreased by 3.5% after using thisaid [9].
This finding was reinforced in a more recent review by Volk
and colleagues who found that men given a decision aid were
less likely to take the PSA test (odds ratio 0.88) [8]. None of
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these studies, however, considered the three components of
informed decision together asin our trial.

Implications for Research and Practice

The controversy surrounding PSA testing has recently been
reignited by two contrasting studies of prostate cancer screening,
published simultaneously. First, a large European randomized
study reported a 20% reduction in prostate cancer mortality.
The authors estimated, however, that in order to prevent 1 death
from prostate cancer, 1410 men would need to undergo PSA
testing and 48 men would need to be treated for prostate cancer
[24]. In the second study, another large randomized prostate
cancer screening trial from the United States, no significant
reductionin mortality wasfound after 7 to 10 years of follow-up
[25]. Whatever the outcome of the screening debate, the fact
remains that the PSA test has significant limitations and those
men considering it will still require balanced information in
order to make informed decisions. Moreover, the information
will need to be easily and repeatedly accessible, as highlighted
by the significant attrition in knowledge in this study after 6
months. The Web provides the ideal medium for this
accessibility, and therefore, it is our opinion that it is not a
question of whether Web-based PSA decision aidsarerequired,
but instead it isaquestion of how best to present theinformation
to facilitate informed decision making.

This study has demonstrated that the Web-based PSA decision
aid Prosdex has a positive impact on informed decision making
in accordance with the UK Prostate Cancer Risk Management
Strategy [2]. However, to maximize its impact and benefit the
greatest number of men, its use needs to be promoted among
the public as well as among health professionals. Prosdex
requires an implementation strategy.
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Abstract

Background: Patient registries are commonly used to track survival and medical outcomesinlarge cohorts. However, large-scale
collection of health-related quality of life (HRQOL) datais more challenging because such data must be collected directly from
patients. Internet-based HRQOL questionnaires are a potential solution, allowing home data collection with immediate storage
in acentral database.

Objectives. Our objectives were to investigate the sociodemographic predictors of Internet use and willingness to convey
HRQOL information over the Internet in a Canadian tertiary care patient population and to determine whether Internet use patterns
of tertiary care patients differ from those of the general Canadian population. Additionally, we sought to identify the success of
home completion of Internet-based HRQOL questionnaires, as well as factors hindering home completion.

Methods: We surveyed 644 patients at the Toronto General and St. Michael’s Hospitals from November 2003 through July
2006 within a prospective, longitudinal cohort study of HRQOL in patients with lung disease or lung transplants. Using multiple
logistic regression, we assessed patient age, gender, rurality, marital status, and employment or education status as potential
sociodemographic predictors of having an Internet-accessible home computer, using email at least weekly, and willingness to
complete a quality of life questionnaire over the Internet. Patients electing to complete questionnaires over the Internet were
followed from September 2005 through March 2008 to assess compl etion of HRQOL questionnaires from home, identify barriers
for noncompletion, and determine sociodemographic predictors for home completion.

Results: Of the 644 patients, the median age was 51 years, with asimilar number of males and females. Most were urban Ontario
residents, were unemployed, and were married or in acommon-law relationship. Having an Internet-accessible home computer
was reported by 79.7% (513/644) of patients and use of email at least weekly by 66.5% (414/623) of patients. A mgjority of
patients (57.1% 368/644) were willing to complete HRQOL questionnaires over the Internet viaan emailed link. Of the participating
644 patients, 368 elected to complete future questionnaires from home and, as part of a gradual roll-out of the home HRQOL
questionnaire, 211 were sent emails inviting them to do so. Of the invited patients, 78% (165/211) completed at least one
questionnaire from home. The most common reason for noncompletion was alack of or an inability to find time to complete the
guestionnaire. No statistically significant sociodemographic predictors of Internet use were associated with completion or
noncompletion of questionnaires from home.

Conclusions: Home, Internet-based HRQOL assessment is feasible in tertiary care patient populations with a high predicted
rate of Internet usage based on sociodemographic parameters. A large minority of patients were unwilling or unable to take part
in home HRQOL assessments indicating that alternative methods of data collection are still required. However, the majority of
patients electing to complete home HRQOL assessments went on to do so over the Internet.
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Introduction

Disease registries and multicenter cohort studies are widely
used to capture large amounts of observational data regarding
epidemiology, treatment, and outcomes of common and rare
disorders [1]. One example is the registry of the International
Society of Heart and Lung Transplantation (ISHLT), which
tracksawidevariety of procedural and outcome data, including
survival and complication rates, from transplant programs
around the world [2].

Registries and multicenter observational studiestypically focus
on survival and other easily classifiable medical outcomes.
While hedth-related quality of life (HRQOL) is widely
recognized as an important outcome[1,3] large-scale collection
of HRQOL data has lagged behind. Health-related quality of
life can be broadly defined as “an individual's satisfaction or
happiness with life in domains he or she considers
important...insofar asthey affect or are affected by factors that
aregeneraly considered to fall under the purview of health care
providers, or that are likely to be the target of a health care
intervention” [4].

Lung transplantation is one clinical area where HRQOL data
are needed to improve clinical decision-making [5]. Current
clinical guidelines recommend lung transplantation based on
expected improvement in survival because the factors that
impact upon HRQOL in advanced lung disease before and after
transplantation are poorly characterized [6]. However, lung
transplantation may greatly improve HRQOL even for
conditions where the survival benefit is unclear, and the risks
of surgery and immunosuppressive drugs introduce important
trade-offsthat are difficult to understand on the basis of survival
considerations a one.

Unlike “hard” medical outcomes, HRQOL data must be
collected directly from patients, scored, and entered into a
centralized database. This requires time, money, and access to
patients, al of which may be limited for centers voluntarily
reporting health outcome data. The Internet provides an ideal
method of obtaining HRQOL data from multiple home and
clinic sites following which data can be automatically saved
and scored in acentral database. Electronic HRQOL instruments
have several additional advantages including the ability to
automatically prompt subjects to correct missing or invalid
responses, skip irrelevant items, and track the time, date, and
duration of each assessment [7]. However, reliable home
follow-up is essential for optimal usage of Internet technol ogy,
and stated willingness to transmit information does not always
trandate into action. In studies where prior Internet survey
participants were invited by email to participate in an Internet
survey, the participation rate was as low as 30%, and the rate
of invalid email addresseswas 23%, illustrating several potential
obstacles[8].

http://www.jmir.org/2010/3/e35/

Internet use for health purposesisaglobal phenomenon[9]. In
arecent cross-sectional study of individualsin the metropolitan
Paris area, those having Internet access as well as a medical
condition were more likely to use the Internet to search for
health information [10].

While predictors of Internet use have been identified for the
general population [9], tertiary care clinic patients may have
different rates and predictors of Internet usage. On one hand,
access to highly specialized care may indicate a savvy health
care consumer with above-average computer usage; on the other
hand, the deleterious effects of chronic illness on education,
employment, and income may limit access to home computers
and the Internet. A recent study by Wangberg et al showed that
individuals with higher reported levels of subjective health
status were more likely to use the Internet to seek health
information [11]. In ahospital care setting among new patients
in a teaching rheumatology clinic, 62.5% reported having
researched their symptoms and condition on the Internet prior
to their first visit [12].

With close to 73% of the Canadian adult population accessing
the Internet and 59% of adult home users using the Internet for
health or medical information, the Internet israpidly becoming
a primary source of medical information for Canadians [9].
Additionally, for patientswith chronic conditions, Internet-based
tools for patient communication of symptom and disease
information have been shown to be feasible models for
patient-physician communication [13,14].

However, broad use of the Internet for direct communication
between health care providers and patients is limited. For
patientsto communicate HRQOL information over the Internet,
they require secure Internet access and must be willing to
transmit potentially sensitive information over the Internet.

Our research aims were as follows: (1) to characterize Internet
access and usage patterns of tertiary care patients; (2) to
determine whether Internet access and usage in tertiary care
patients differ from those of the general Canadian population;
(3) to quantify the willingness of tertiary care patients to
communicate HRQOL information over the Internet; (4) to
define sociodemographic and health-related predictors of both
Internet use and willingness to communicate HRQOL
information over the Internet; and (5) in a subset of patients
who indicated willingness to communicate information over
the Internet, to assess actual completion rates when patients
were invited to submit information from home.

Methods

This study was a part of an ongoing, prospective, longitudinal
cohort study of HRQOL using an Internet-based questionnaire
(Multimedia Appendix 1). The study was approved by each
ingtitution’s research ethics board, and all subjects provided
written informed consent.
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Subjects

Patients attending selected Toronto General Hospital and St.
Michael’s Hospital outpatient clinics were enrolled as study
subjects from November 2003 through July 2006. The study
population consisted of adult subjects who had been diagnosed
with one of the four most common indications for lung
transplantation (cystic fibrosis (CF), chronic obstructive
pulmonary disease (COPD), interstitial lung disease (ILD), and
pulmonary arterial hypertension; a small adult population of
subjects with other indications for lung transplantation; and a
sixth group of subjects who had received alung transplant. All
posttransplant patients were eligible for the study while other
patients were included if they were potential future transplant
patients (ie, age < 75, clinically significant lung disease with
prespecified criteriafor each disease, nonsmokers, and no other
significant comorbiditieswhich would preclude transplantation).
We attempted to enroll a consecutive sample of stable patients
presenting to clinic. Ability to read and understand English was
aprerequisite. In total, six patients were not included because
of an inability to understand English.

Study Design

Participating patientsin each group completed an Internet-based
guestionnaire that assessed HRQOL and computer and I nternet
use habits. Thefinal question asked subjectswhether they would
prefer to complete the questionnaire in the future over the
Internet from their own home using their home computer.
Subjects who indicated they preferred this option were asked
to provide their email address. Following the initia
guestionnaire, subjects completed questionnaires at least
annually either at clinic visits or at home over the Internet.

Questionnaires were housed on a secure, encrypted website.
The website was designed for use in a Windows environment
using MSInternet Explorer version 5.5 or higher. Patientswere
informed that the website was not accessible through Netscape
Navigator or MozillaFirefox. Website security involved 128-hit
public key encryption, and access was restricted to registered
userswith avalid ID humber and password. Subjects consenting
to participate in the study were supplied with a unique 6 digit
ID number corresponding to their hospital 1D number and asked
to generate their own unigque password. Account creation was
verified during the first clinic visit when subjects underwent an
initial HRQOL assessment. Computer operating system and/or
Internet browser type were not factors in patient recruitment.

Patients el ecting to complete future questionnaires at home over
the Internet were contacted by email oneweek beforefollow-up
clinic appointments and were provided with a Web address to
access the questionnaire. In the event of unsuccessful email
transmission due to an incorrect email account, the patient was
contacted by phone to provide an updated address. This phase
of the study took place from September 2005 through March
2008. For logistical reasons the second phase of the study was
restricted to clinic patients from the Toronto General Hospital
and did not include patientsfrom the other participating clinics.
During this second phase of the study, then, 211 patients who
had said they were willing to complete the questionnaire from
home were contacted and asked to compl ete the questionnaire.
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Patients declining home compl etion completed the questionnaire
during their clinic appointment using a hospital computer.

In this paper, we report datafrom the 644 participating patients
initial assessments, which took place in a supervised clinic
environment, as well as follow up assessments for a subset of
211 patients (described above) who requested future assessments
over the Internet and were then asked to complete these
assessments.

The 211 patientswereinvited to complete aquestionnaire from
home prior to each transplant clinic visit following the first
clinic visit during which they were recruited for the study.
Depending on the severity of lung disease pretransplant or time
since transplant, the interval between follow-up assessments
ranged from 3 months to one year. Nonresponders were
approached during clinic visitsand requested to provide areason
for not responding to the initial emailed survey request.

M easur ements

The HRQOL assessment

Components of the online HRQOL assessment included the
Standard Gamble utility for current health, a population
preference-weighted utility measure (EQ-5D), ageneral health
survey (SF-36), a disease-specific health index (St George's
Respiratory Questionnaire, SGRQ), and a visual analog scale.
Completion of the entire HRQOL assessment in the clinic
environment required an average of 26 minutes. The HRQOL
assessment could only be completed in one session and could
not be saved and finished at alater date.

Outcome Variables

Computer use questions assessed past computer use, possession
of a home computer with or without Internet access, Internet
connection speed (high-speed vs dial-up), and the frequency of
computer, email, and Internet use. We chose home Internet
access, checking email at least weekly, and stated willingness
to do home HRQOL assessments as the primary outcome
measuresfor theinitial in-clinic assessment asall of thesewere
necessary if I nternet-based HRQOL assessment from homewas
feasible. We revised the computer use questionnaire shortly
after the study’sinception, so that some patients did not answer
all the computer use questions. We examined home HRQOL
completion rate and reasons for noncompletion in patients who
wereinvited to do home assessments.

Predictor Variables

Sociodemographic parameters collected during the assessment
included age, gender, province of primary residence,
employment or school status, and marital status. Primary lung
disease, transplant status, and HRQOL were also considered as
predictor values. Rurality and median household income were
determined based on patient’s permanent home address postal
code retrieved from medical records.

For age data, the median val ue was used to define the boundary
between dichotomized categories. Frequencies of computer use,
email use, and Internet searching/browsing data were
dichotomized into the following categories: at |east once aweek
and less than once a week. Rurality was determined through
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comparison of patient postal codes and Canada Post urban and
rural forward sortation area (FSA) postal codes. Median
household income was inferred using Statistics Canadamedian
household income data by FSA region [15]. As median
household incomewasinferred from FSA codesand not directly
collected from patients, it was used for descriptive purposes
only. Median household income was categorized into quartiles
as found in the National Population Health Survey [16]. The
four quartileswere: lessthan Can $30,000; Can $30,001 to Can
$60,000; Can $60,001 to Can $80,000; and greater than Can
$80,000. Characteristics of Internet use among the general
Canadian population were obtained from the 2007 Canadian
Internet Use Survey (CIUS) [9].

Analysis

We used two-sided one-sample test for binomial proportionsto
compare our data with the proportions provided by Canadian
Internet Use Survey (CIUS) dataset representing the Canadian
population's usage of the Internet. Two sample t tests were
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performed to compare baseline HRQOL between subjects
willing and not willing to compl ete future HRQOL assessments
over the Internet. To examine associations between
health-related predictors (lung disease and transplant status) of
Internet use and willingness to communicate HRQOL
information over the Internet, we assessed bivariate associations
using Chi-sguare testswith Yates continuity correction. Binary
logistic regression was used to assess the independent effects
of six sociodemographic predictor variables on each of thefour
outcomes. home Internet access, regular email usage, stated
willingnessto complete future HRQOL questionnaires over the
Internet, and actual completion of at least one follow-up
HRQOL assessment over the Internet. For each outcome, the
fitted model included all the predictor variables. We did not test
for interactions, nor did we adjust for multiple comparisons.

Statistical analyses were performed using the SAS System
version 9.1 for MS Windows (SAS Institute, Inc, Cary, NC,
USA) and P < .05 wastaken to indicate statistical significance.
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Figure 1. Patient flow through our study
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678 Patients were screened from
Movember 2003 to July 2006,

.

672 Patients met inclusion criteria
(6 were non-English speakers).

368 Patients were willing to do home
HE QL questionnaires over the Internet.

.

home.

211 Patients were contacted from
September 2005 to March 2008 to
cornplete an HEOQL questionnaire from

Results

Out of 672 patients approached to participate in the study, 644
consented and completed the initial assessment. Among
nonconsenting patients, reasons for nonparticipation were: not
interested in research studies (14 patients); already enrolled in
other studies (1 patient); not feeling well enough to participate
(1 patient); had been through enough tests (2 patients); or not
emotionally prepared to participate (2 patients). An additional
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8 patients did not provide a reason for not participating. Data
for email use was collected from 623 patients out of atotal of
644 patients who completed the survey. Data for computer use
aswell as Internet searching/browsing was collected from 624
patients, and data for the speed of home Internet connections
(high-speed versus dial-up) was collected from 232 patients. A
subset of the study cohort was contacted later to complete the
assessment from home. A diagram of patient flow through our
study is shownin Figure 1.

JMed Internet Res 2010 | vol. 12 | iss. 3 €35 | p.106
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

Table 1 highlights the sociodemographic characteristicsfor our
entire consenting patient cohort, as well as for subgroups
categorized by pretransplant pulmonary disease and
posttransplant status. The majority of our patients were between

Table 1. Sociodemographic characteristics of our patient cohort

Bhinder et d

35 and 64 years of age. Most were urban, Ontario residents,
were unemployed or not in school, and were either married or
involved in common-law relationships.

PreTransplant (n = 364) Post
Transplant
Whole Cohort COPD ILD Pulmonary CF Other
Hypertension
n(%) n(%) n(%) n(%) n(%) n(%) n(%)
n=644 n=76 n=66 n=290 n=109 n=23 n =280
Age (years)
18-34 121 (18.8) 2(2.6) 0(0) 6(6.7) 65 (59.6) 3(13.0) 45 (16.1)
35-54 246 (38.2) 20 (26.3) 20(30.3) 50 (55.6) 41 (37.6) 12 (52.2) 103 (36.8)
55-64 179 (27.8) 35 (46.1) 29 (43.9) 22 (24.4) 3(2.8) 6(26.1) 83(29.6)
65 and over 98 (15.2) 19 (25.0) 17 (25.8) 12 (13.3) 0(0) 2(8.7) 49 (17.5)
Gender
Male 312 (48.4) 37(48.7) 37(56.1) 26 (28.9) 62 (56.9) 10 (43.5) 140 (50.0)
Female 332 (51.6) 39 (51.3) 29 (43.9) 64 (71.1) 47 (43.1) 13 (56.5) 140 (50.0)
Rurality
Urban 524 (81.4) 55 (72.4) 51 (77.3) 76 (84.4) 94 (86.2) 19 (82.6) 229 (81.8)
Rural 120 (18.6) 21(27.6) 15 (22.7) 14 (15.6) 15 (13.8) 4(17.4) 51(18.2)
Employment/school
Full-time 146 (22.7) 11 (14.7) 13(19.7) 24(26.9) 53 (48.6) 1(4.3) 42 (15.0)
Part-time 56 (8.7) 7(9.3) 2(3.0) 3(3.4) 10(9.2) 2(8.7) 32(11.5)
Unemployed 442 (68.6) 57 (76.0) 51(77.3) 62 (69.7) 46 (42.2) 20 (87.0) 205 (73.5)
Marital status
Married/common-Law 420 (65.2) 48 (63.2) 51 (77.3) 56 (62.2) 52 (47.7) 14 (61.0) 197 (70.9)
Divorced/separated 74 (11.5) 17 (22.4) 7 (10.6) 15 (16.7) 6 (5.5) 1(4.3) 25 (9.0)
Single 134 (20.8) 8(10.5) 5(7.6) 16 (17.8) 50 (45.9) 3(13.0 50 (18.0)
Widowed 16 (2.5) 3(3.9) 3(4.5) 3(3.3) 1(0.9) 5(21.7) 6(2.1)
Province of residence
Ontario 577 (89.6) 68 (89.5) 56 (84.9) 85 (94.4) 105 (96.3) 18 (78.3) 245 (87.5)
Atlantic Canada 62 (9.6) 7(9.2) 10 (15.1) 4(4.9) 4(37) 4(17.4) 33(11.8)
Other 5(0.8) 1(13) 0(0) 1(11) 0(0) 1(4.3) 2(0.7)
Estimated median household income
Lowest quartile 9(L.4) 0(0) 0(0) 0(0) 6 (5.5) 0(0) 3(L1)
Second quartile 425 (65.9) 57 (75.0) 41 (62.1) 55 (61.1) 69 (63.3) 16 (69.6) 186 (66.4)
Third quartile 193 (30.1) 16 (21.1) 17 (25.8) 23 (25.6) 25(22.9) 6(26.1) 60 (21.4)
Highest quartile 17 (2.6) 3(39 8(12.1) 12 (13.3) 9(8.3) 1(4.3) 31(11.1)

Table 2 details the characteristics of computer and Internet use
among participating patients. In total, 79.7% (513/644) of
patients had a home computer with I nternet access. Datafor the
speed of home Internet connections (high-speed versus dial-up)
was collected from 232 patients. Among these patients, 187 or
80.6% connected to the Internet through a high-speed
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connection. Of 623 patients who responded to the question,
66.5% (414/623) were accessing email at least weekly. Of the
total 644 participating patients, 57% (368/644) were willing to
complete HRQOL questionnaires over the Internet, indicating
that a sizable minority were not prepared to do this.
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Table 2. Computer use questionnaire and responses in 644 subjects

n (%)

Have you used a computer beforetoday?

Yes 558 (86.6)

No 86 (13.4)
Do you have a computer at your current residence?

Yes 544 (84.5)

No 100 (15.5)
If yes, do you have I nternet access? (n = 544)

Yes 513 (94.3)

No 31(5.7)
Connection speed (n = 232)

High-speed 187 (80.6)

Dial-up 45 (19.4)
Computer use (n = 624)

Never/in the past 137 (22.0)

Monthly 35(5.6)

Weekly 108 (17.3)

Daily 344 (55.1)
Email use (n = 623)

Never/in the past 189 (30.3)

Monthly 20(3.2)

Weekly 107 (17.2)

Daily 307 (49.3)
Internet searching/browsing (n = 624)

Never/in the past 187 (30.0)

Monthly 44(7.1)

Weekly 144 (23.0)

Daily 249 (39.9)
In the future, would you prefer to complete from home? (n = 644)

Yes 368 (57.1)

No 276 (42.9)

Table 3. Comparison of Internet use habits among our tertiary care patient cohort and the general Canadian population

Computer Use Parameter: Prevalence of Computer Access and Use P
Study Population n (%) General (Canadian)
Population in 2007 (%)

Internet access among urban residents ~ 423/443 (95.5) 76.0 <.001
Internet access among rural residents 90/101 (89.1) 65.0 <.001
High-speed Internet access 187/232 (80.6) 88.0 <.001
Regular Internet use 437/624 (70.0) 73.0 .09
Daily Internet use 249/624 (39.9) 68.0 <.001

8Statistics Canada. The Daily, Canadian Internet Use Survey. 2008.
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Table 3 presents a comparison of the Internet use habits of our
cohort of tertiary care patients to the general Canadian
population asreported in the Canadian Internet Use Survey [9].
Of patientsin our cohort, 70% (437/624) were regular |nternet
users compared with 73% of Canadian adult population.
However, 68% of Canadians used the Internet on adaily basis
while 40% of our patients (249/624) were daily Internet users.
Our urban and rural patients were more likely to be Internet
users compared with those in the general Canadian population.
High-speed Internet access was available for 81% of our patients
(187/232), which was lower than the 88% reported for the
Canadian population.

No statistically significant differences in computer use
characteristics or willingnessto complete the questionnaire from
home were observed between pretransplant and posttransplant
patients, or between patients with different lung diseases.
According to transplant status, 56% of pretransplant patients
(204/364) and 59.3% (166/280) of posttransplant patients were
willing to compl ete future questionnaires from home (P = .40).

Bhinder et d

There was no difference in any of the assessed quality of life
measures between subjects willing and not willing to complete
HRQOL assessments from home (P < .10 for all comparisons,
data not shown).

Table 4 presents the multiple logistic regression for predictors
of computer and Internet use. Access to an Internet-accessible
home computer, use of email at least weekly, and stated
willingness to complete the HRQOL questionnaire from home
were all associated with age younger than 51 years and
employment or school enrollment. Patients younger than 51
years of age weretwice aslikely astheir older peersto have an
Internet accessible home computer and to use email at least
weekly. Patients employed or in school were over three times
aslikely to have an Internet accessible home computer and use
email at least weekly. No significant variables were identified
to differentiate the characteristics of patients who completed
one or more HRQOL questionnairesfrom their home computers
versus those who did not.

Table4. Binary logistic regression analysis of factors associated with computer and Internet use

Internet Access for Computer at
Current Residence (n = 644)

Email Use (n = 623)

Willing to Complete
Questionnaire From Home Over
the Internet (n = 644)

Actual Completion of One or
More Questionnaires From
Home Over the Internet

(n=211)

Odds 9%B%Cl P Odds 9%5%Cl P Odds 9%5%Cl P Odds 9%B%wCl P

Ratio Ratio Ratio Ratio
Age<51 1.99 117338 .01 2.02 139293 .001 1.56 111219 <.01 1.01 0.99-1.03 .61
years
Malegender 1.07 0.66-1.75 .77 0.99 0.69-142 .95 1.09 0.79-1.50 .61 0.95 048-1.86 .95
Urban 1.00 0.55-1.85 .98 1.04 0.66-1.64 .86 137 091-2.06 .13 0.69 0.28-1.70 .42
residence
Employedor 3.24 1.60-6.56 .001 371 235588 <.001 1.48 1.02-213 .04 1.38 0.64-301 .31
in school
Married/ 1.38 082232 .23 0.70 047-1.04 .08 0.87 0.62-1.24 .45 0.80 0.39-1.69 .35
common-law
Ontario 1.50 0.75-303 .25 0.92 052-164 .79 1.00 059-1.69 .99 1.28 0.46-355 .60
resident

For the 368 patients that preferred to complete future
guestionnairesfrom home, 211 patientsreceived emailsinviting
them to do so during the study period, and 78% (165/211) of
these patients went on to complete at least one questionnaire
from home. Of the 211 patients invited to complete
guestionnaires from home, 27 patients (13%) were contacted
by phone to update their email address following unsuccessful
email transmission. An additional 46 patients (21.8%) received
one or more email invitations but did not complete a
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guestionnaire from home. For these patients, reasons for
noncompletion were collected during clinic visits and are
depicted in Table 5. The most common reason for
noncompletion wasalack of timeto complete the questionnaire;
17 of the 46 patients (37%) gave this reason while 15% (7/46)
did not provide a reason for noncompletion. Among the 211
patients who were invited to complete questionnaires from
home, there were no significant sociodemographic predictors
of actual completion.

JMed Internet Res 2010 | vol. 12 | iss. 3 [€35 | p.109
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

Bhinder et d

Table 5. Reasons for noncompletion of home HRQOL questionnaires over the Internet (n = 46)

Reasons for Noncompletion n (%)
Did not find time 17 (37)
Incompatible hardware/software 6 (13)
Computer was non-functional or under repair 5(11)
Infrequently checked email 5(11)
Changed email address 3(7)
Email directed to “junk” folder 2(4)
Patient withdrew from study 12
Petient did not provide areason 7(15)

Discussion

In this study, we surveyed participants enrolled in alongitudinal
cohort study of HRQOL regarding home Internet access and
usage, self-reported willingness to do Internet-based HRQOL
assessments, and actual compl etion rates for these assessments.
We found amajority of patients have the necessary equipment
and are willing to communicate HRQOL information over the
Internet. However, the success of Internet-based HRQOL data
collection will depend upon the characteristics of the patient
cohort under study. Similar to the general population [9], young,
single urban dwellers who are working or in school are much
morelikely to have Internet access and be willing to participate
than subjects without these characteristics.

Within our study cohort of tertiary care patients, for example,
the group of cystic fibrosis patientsis fairly well described by
these parameters (as can be appreciated by the characterization
of this cohort in Table 1) and might be an excellent candidate
population for longitudinal home HRQOL monitoring over the
Internet. On the other hand, older patients such as the group
with COPD or ILD might be less suited to HRQOL data
collection exclusively from home, and might require
supplemental strategies such as data collection in clinic, by
telephone, or viamailed paper questionnaires. While not directly
assessed in our study, the impact of the age of patients with
specific diseases or the resulting functional and cognitiveimpact
of these diseases on the abilities of patients should be considered
when designing Internet-based data collection strategies.

Most patients agreeing to complete questionnaires from home
went on to do so. For the minority of patients that remained
noncompleters from home, time constraints and use of an
incompatible Web browser (ie, Firefox and Netscape) or
operating system (ie, Macintosh) were largely responsible for
preventing home completion. Infrequent access to email,
incorrect address, or spam filters accounted for a small
percentage for reasons of noncompletion. No sociodemographic
factors were dtatistically significant in predicting home
completion.

Compared with the Canadian population, our patientswere more
likely to have Internet-accessible computers in both urban and
rural residences. However, frequency and regularity of Internet
use among our patients was statistically less than that of the
Canadian population. Infrequent Internet use may reflect the
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characteristics of our cohort of older, unemployed, or retired
individualsthat havelower occupational need for daily Internet
and email use. However, similar prevalence of Internet access
and high-speed connections suggests that population-based
estimates of Internet usage may be useful for planning
Internet-based studies in tertiary care populations.

With respect to our HRQOL instrument, the questionnaire
required completion in one session and could not be saved and
returned to at another time. This design limitation may have
affected stated patient willingness to complete it over the
Internet as well asthe lack of time cited by some patients who
failed to do home assessments. The questionnaire also would
not run in a Macintosh operating system or on a mobile phone
browser, and this may have accounted for some subjects
unwillingness or inability to do home assessments. Our results
suggest severa strategies that may be helpful in improving
response rates, including designing questionnaires to run on
multiple operating systemsand browsers, providing ampletime
for survey compl etion including the capability to save and return
to partially completed questionnaires, and sending email
reminders after the initial invitation.

Internet-based HRQOL assessment will become increasingly
important as disease registries and multicenter cohort studies
move to add HRQOL to the other outcomes data they collect
[17]. HRQOL is widely recognized as an essential outcome
measure even for “lifesaving” interventions such as cancer care
or organ transplantation [18-20].

Even for patients without home Internet access, collection of
HRQOL datain clinic through an Internet site offers advantages
over traditional, paper HRQOL forms. Electronic HRQOL
instrumentsinclude the ability to automatically prompt subjects
to correct missing or invalid responses, to skip irrelevant items,
to track the time, date and duration of each assessment, and to
automatically save and scorethe HRQOL measuresin acentral
database [7]. Severa studies have favorably compared paper
and electronic versions of HRQOL instruments, including the
SF-36 [21] and a visual analog scale for global heath [22].
These studies indicate that electronic HRQOL instruments are
valid, reliable, are completed more quickly and with fewer
errors, and are preferred by the majority of patients.

While prior studies have examined the feasibility of
Internet-based HRQOL assessment, some have focused on
HRQOL assessment in the clinic setting asatool for clinicians
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to better understand patients’ health. For example, Gutteling et
al deployed a voluntary Internet-based HRQOL assessment in
asingle academic hepatology clinic [23], while Rogausch et al
demonstrated the feasibility and acceptance of electronic
HRQOL instruments (including a subgroup of patients with
chronic lung disease) in a multicenter general practice cohort
[24]. Our study confirms that clinic-based HRQOL is feasible
and acceptableto patientsin atertiary careclinic setting. While
these prior studies relied on busy clinic staff to explain the
guestionnaire and invite patients to participate, with variable
results, our study employed dedicated research assistants for
this purpose. This explains our high participation rate and
reflects a “best possible” scenario that would not easily be
replicated as part of routine clinical care.

However, perhaps the most powerful argument for
Internet-based HRQOL instrumentsisthat the Internet can bring
data collection into patients homes anywhere in the world.
Previous studies of Internet-based HRQOL assessment have
included samples of members of the genera public [25] or
patients who self-identify as having a particular clinical
condition and who are recruited through a patient website
[26,27]. While each of these study designs provides valuable
information, they are limited by the inability to determine
whether participants in fact have the disease of interest, and,
therefore, the data collected cannot be compared with clinical
HRQOL data.

Our study combined recruitment of awell-characterized cohort
of patients in subspecialty clinics with ongoing Internet-based
HRQOL assessment from home. This strategy would allow
HRQOL datato be availableto easily supplement the traditional
medical data reported to disease registries and multicenter
studies. Our study demonstrates the feasibility of this approach
and highlights some of the current limitations. We found that
the majority of tertiary care clinic patients in our Canadian
cohort possessed the necessary computer equipment to
communicate HRQOL information over the Internet and were
willing to participate in Internet-based home HRQOL data
collection. For researchersinvolved in Internet-based HRQOL
data collection, our findings demonstrate proof of concept for
large-scal e data collection through an Internet-based platform.
However, we also highlight some of the challenges that till
exist.

Despite the high prevalence of Internet access, our study
indicates that there are still barriers to home Internet-based
HRQOL data collection from patients. As many as 74% of
respondents to the Canadian Internet Use Survey reported that
they were concerned, or very concerned, about Internet privacy
[28]. Thismay partly explain why patients with Internet access
may still decline to transmit HRQOL information from home.
However, the quantitative approach we used in our study did
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not allow us to determine why patients chose not to transmit
HRQOL data over the Internet. A qualitative study could use
open-ended questions to better elucidate patients concernsin
this regard, and would be an essential adjunct to our analysis.

Our study has some notable limitations. The cohort consisted
largely of patients residing within the Greater Toronto Area,
and there was an underrepresentation of rural residents, which
likely reflects, to some extent, referral patterns to the
participating clinics. However, Internet contact with rural
patientsis particularly important as these are the most difficult
patientsto access. Furthermore, our study measured only patient
willingness to complete an HRQOL questionnaire for research
purposes and should not be assumed to reflect willingness to
transmit medical or other personal information over the Internet.
Patients understood that Internet compl etion of the questionnaire
was voluntary and would not affect their medical care. Patient
willingness could change if the transmitted information could
alter the care they receive.

One additional limitation relates to our use of an English
HRQOL questionnaire. Asability to read and understand English
wasaprerequisitefor our questionnaire, six nonEnglish speakers
were excluded from our study.

Internet-based home HRQOL assessment in large patient cohorts
depends on the availability of an accessible and secure Internet
connection, email use that is regular enough to facilitate
dialogue, a willingness to communicate HRQOL information
over the Internet, and the time and technical requirements to
allow such communication. Studies in which the participants
arelikely to be young, educated or employed, single, and urban
would have a high predicted rate of response. For more
heterogeneous populations, additional means of HRQOL
assessment remain necessary to ensure that HRQOL outcomes
data are generalizable across study cohorts.

Given the movement in clinical medicine toward therapies and
interventions that generate survival benefit and improvement
in quality of life, Internet-based home HRQOL data collection
has the potential to allow for collection of vast quantities of
datathat may be applicableto better defining patient populations
that may or may not benefit from therapeutic intervention.
Additionally, with major clinical and surgical interventions
being deployed in community hospitals and community clinics
engaging in long-term follow-up, Internet-based HRQOL data
collection provides for both secure data collection from
distributed community sitesaswell as centralized data collection
for analysis and interpretation. Convenient home HRQOL data
collection hasthe potential to increase accessto patients capable
of participating in research and decrease the number of patients
lost to follow-up. We anticipate that home Internet-based
HRQOL assessment will play anincreasing rolein research and
clinical care.
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Abstract

Background: Few data exist to inform concerns raised by online direct-to-consumer marketing of genetic susceptibility tests,
such as those offered by commercial entities like 23andme, Navigenics, and DNA Direct. The Multiplex Initiative, a
population-based study of healthy adults, provides the first opportunity to evaluate how use of a Web-based decision tool that
conveyed information about a genetic susceptibility test influenced individuals' test decisions.

Objective: Toinform the ongoing debate over whether individual s offered genetic susceptibility testing without the involvement
of a health care provider (eg, through direct-to-consumer testing) can make informed decisions about testing when guided by
online decision aids.

Methods: Participants were 526 members of a large health maintenance organization aged 25 to 40 years old who visited a
study website. Multivariate logistic regression models were tested to examine the association of website usage with downstream
test decisions.

Results: Participants viewed an average of 2.9 of the 4 pages introducing the multiplex test, 2.2 of the 8 pages describing the
health conditions, and 3.2 of the 15 pages describing the genes. For each page viewed, participants were more likely to describe
their decision-making as easy (oddsratio [OR] 1.04, 95% confidenceinterval [CI] 1.01-1.07) and to decideto betested (OR 1.08,
95% Cl 1.05-1.11).

Conclusions:  Healthy adults in this study perceived Web-based genomic information presented using evidence-based
communications approaches to be helpful in supporting both decisions to test and not to test. Continued research is needed to
ensure that these results generalize to target groups with lower literacy and less Internet savvy.

(J Med Internet Res 2010;12(3):e41) doi:10.2196/jmir.1587

KEYWORDS

Genetic testing/methods; genetic testing/psychology; genetic predisposition to disease/psychology; health knowledge, attitudes,
practice; health surveys; internet/utilization; polymorphism, single nucleotide; public health/methods; risk assessment/methods

conditions. The availability of thesetestsis expected to increase
greatly over the next decade as more gene-disease associations
are identified [1]. Despite the lack of data on clinical
effectiveness, commercial entitiesare even now marketing such

Introduction

Several new genetic tests provide individuals with information
about their susceptibilities to a wide array of common health
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tests online directly to consumers (eg, 23andme, Navigenics,
and DNA Direct), a practice growing in prominence in the
United States[1-4]. Thisreport presents datafrom the Multiplex
Initiative [5,6] to inform the ongoing debate over whether
individuals offered genetic susceptibility testing without the
involvement of a heath care provider—that s,
direct-to-consumer (DT C)—can makeinformed decisions about
testing when guided by online decision aids.

One of the most hotly contested issues has been focused on the
challenges of communi cating complex information about genetic
risk for common, chronic diseases [7,8]. Given the complex
etiology of common diseases, critics have expressed concern
that the public will not understand genomic information without
the assistance of a health care provider and will be unable to
make informed decisions about taking genetic susceptibility
tests[7,9,10]. Of particular concern is whether individuals can
understand the limitations of the information generated by these
tests and appreciate what cannot be learned from such tests[7].

Direct-to-consumer companies’ reliance on interactive
Web-based approaches adds compl exity to these communication
issues[11,12]. The Internet increases dissemination potential,
thereby enabling reach to ever-increasing proportions of the
population with health information and genetic testing [5,13,14].
However, Web-based approaches also may be inadequate for
communicating complex genetic susceptibility information,
particularly for individuals with limited computer or health
literacy skills, when compared with interpersonal approaches
[15,16,17]. Indeed, existing DTC marketing websites have been
shown to use language that is too difficult for most of the US
public to comprehend and to have limited content in areas that
may be critical for decision-making [18].

Most prior research regarding comprehension and uptake of
genetic testing has occurred in the context of high-risk familial
cancer syndromes. The majority of those who present for such
testing have already decided to betested [19,20]. These studies,
therefore, have provided little insight into differences among
those who decide to be tested and those who considered testing
but decided not to test or into whether online information can
support such decision-making. To date, there have been no
popul ation-based studies evaluating whether or not individuals
can useinformation made available online to make an informed
decision about testing. These questions can be examined using
data generated by the Multiplex Initiative [1].

The Multiplex Initiative was designed to develop the
infrastructure needed to evaluate a multiplex test (ie, atest that
includes multiple genetic variants for multiple health conditions)
taken by healthy adults insured through a large managed care
organization. The study provided the first opportunity to
systematically present genetic susceptibility information based
upon best communication practices and then to examine
individuals' responses to the information. Despite the fact that
testing was offered at no cost and the target population was
insured, we reported previoudly that those who logged on to a
study website to consider testing and subsequently elected to
be tested were significantly more likely to be college educated
and white than those who did not log on or were not interested
intesting [6].

http://www.jmir.org/2010/3/e4l/
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In this report, we pose three specific research questions: (1)
How do participants in the Multiplex Initiative engage with
different content areas of information provided on the website?
(2) How do participants rate the quality and usefulness of the
websiteinformation? (3) Iswebsite use associated with decisions
about genetic testing?

Methods

Study Design and Participants

The Multiplex Initiative has previously been described in detail
[6]. In brief, study participants were selected from a pool of
350,000 members of a large Midwestern health maintenance
organization. Selection criteriaincluded being between the ages
of 25 and 40 years, having been enrolled in the plan for at least
two years, and not having any of the health conditionsincluded
on the Multiplex test. Groups traditionally underrepresented in
genetics research (ie, men, blacks, and those with lower
education) were oversampled as described in detail elsewhere
[6]. All procedures were approved by the institutional review
boards of the National Human Genome Research Institute and
the Henry Ford Health System.

A basdline telephone assessment was attempted with 6348
sampled individuals. Of these, 1930 compl eted the assessment
and were invited to visit the study website. Individuals
completed a consent process as part of theinitial Web module.
Participants were told that they would be asked to complete
brief questionnaires and to review Web content. A total of 612
individuals visited the website, and 527 completed al four
website-based assessments. Although website visitors who did
not complete all four assessments were similar to those who
completed all assessments based on age, gender, educational
attainment, and marital status, white participants were more
likely to complete all assessments than black participants (P =
.002). Following completion of the website portion of the study,
interested individuals completed an in person clinic visit, and
then a blood draw was performed on those individuals who
decided to undergo testing. The analyses presented here are
based on 526 individuals who visited the website, completed
all four website assessments, and for whom data regarding the
testing decision were available. These 526 individuals had a
mean age of 34.6 years. Half (263/526) were white. A majority
were female (297/526 or 56.5%), and most were married or in
a partnered relationship (336/526 or 63.9%).

Website Content

The content of the Multiplex Initiative study website was
developed by an interdisciplinary team of researchers, drawing
on prior research and best practices in health literacy and risk
communication. Health literacy principleswere used to develop
the information content of the website. For example, the scope
of the content was limited to what the team considered the most
essential  information needed to support participant
decision-making [21]. In addition, theinformation was organized
using a layered approach [21,22]. Participants were offered a
menu of content topics and could then choose the order and
amount of content reviewed, allowing those participants who
wanted more detailed content to find that information. We
avoided using technical jargon where possible (eg, using “risk
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version” instead of “risk-increasing gene variant”) and defined
jargon where it was used (eg, “a risk factor is anything that
increases your chance of getting a health condition”). We drew
upon prior risk communication research to convey risk
information on the website. For example, risk estimates were
given using an “n in 100" format, which prior research has
shown to convey risk information best to lay individuals[23,24].
In addition, we selected pictograph graphicsto visually convey
the risk information, a type of graphic that has been shown to
convey thisinformation to lay audiences more effectively than
alternative graphic formats [24].
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The website content was organized into four modules: (1)
Multiplex Genetic Testing: What it Can and Cannot Tell You;
(2) Diseases and Genes on the Multiplex Genetic Test; (3) Your
Rightsif You Take Part in Multiplex Genetic Research; and (4)
Your Decision to be Tested or Not (see Textbox 1). Two
examples of website pages are shown in Figures 1 and 2. The
participants received small incentives (gift cards up to US $50
from a national retail chain) for completing the website
assessments.
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Textbox 1. Study website content and assessment points

Module 1: Multiplex Genetic Testing: What it Can and Cannot Tell You (4 pages)

Content topics

«  Définition of multiplex genetic testing

«  Testing procedures

«  Overview of health conditions and genes

«  Meaning of “genetic risk”

«  Importance of health habits and other factorsin disease risk

Module 2: Diseases and Genes on the M ultiplex Genetic Test (23 pages)

Content topics

For the eight health conditions:
«  Description of condition
«  Known risk factors for condition

«  Genesthat affect risk of condition

For the 15 genes:

o  Brief description of gene action

o Increased risk associated with gene variant

«  Prevalence of risk-increasing gene variant in population

. Limitations of what is known about gene-disease association

«  Scientific references

Assessment used in analysis

« - Perceptions of website information in Module 2

Module 3: Your Rightsif You Take Part in Multiplex Genetic Research (4 pages)

Content topics

o Researcher responsibilities

« Rightsof research participants

o Test procedures

Module 4: Your Decision to be Tested or Not (1 page)

Assessments used in analysis

.  Easeor difficulty of decision making

o Interest in making clinic appointment
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Figure 1. Example website page providing information about Multiplex Genetic Testing

— Multiplex Genetic Testing
The
Multiplex

Initiative

Home Contact Log off

What is Multiplex Genetic Testing?

This section of the Multiplex VWeb site is made up of a series of pages. We ask that you read the pages in order. You
will be able to visit any of these pages later, if you would like,

Multiplex Genetic Testing analyzes 15 genes for 8 health conditions at the same time. The test can show if you
have versions of genes that experts think may increase your chances of getting certain health conditions.

what's involved in being tested?
= Schedule an appointment with a Multiplex Genetic Testing research educator at a nearby clinic.
= Listen to a description of the test and your rights as a research participant.
= Read and sign a consent form.
s Have blood drawn. (& sample of DN4 is taken from your blood.)
= Your DN4 is sent to a lab at the National Institutes of Health.
= You will receive your test results by mail in about 1 - 2 months.
= 4 research educator will call you to go over your results,
What to think about before deciding whether or not to have Multiplex Genetic Testing

= You should have the testing done only if you think the information would be useful to you.

Figure 2. Example website page providing information about a gene on the test

What is someone's chance of getting diabetes in their lifetime if they have any
KCNJ11 risk versions?

= People who have no risk versions of KCNJ11 will have, on average, a 35 in 100
chance of getting diabetes.

= People who have 1 risk version of KCNJ11 will have, on average, a 37 in 100
chance of getting diabetes.

= People who have 2 risk versions of KCNJ11 will have, on average, a 43 in 100
chance of getting diabetes.

Chance of getting diabetes based on the number of risk versions of KCNJ11
(Out of 100 people. People with diabetes are shown in red.)

0 Risk Versions 1 Risk Version 2 Risk Versions
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Website Tracking

Each study participant was given a unique log-in | D/password
pair that enabled their visit to the Multiplex website to be
tracked. Each time a page on the website was accessed, a
tracking database stored the participant’s unique log-in 1D, the
session number for that user (ie, whether this was their first,
second, or subsequent visit to the Multiplex website), and the
date and time that the page was regquested. Log-in IDs were
randomly generated and created so that the responses of a
particular individual could not be identified.

M easures

The measuresincluded in the report were collected at threetime
points. baseline telephone assessment, website assessments
(about 1 to 2 weeks after baseline), and whether individuals
attended the clinic visit for a blood draw (up to 60 days after
baseline).

Outcome Variables

The primary outcome variable, ease of decision making, was
assessed in the fourth website module (see Textbox 1).
Participantswere asked on a 7-point Likert scaleto “tell ushow
easy or hard it is for you to decide whether or not to get
multiplex genetic testing.” Due to the skewed distribution,
responses were dichotomized at the midpoint. The second
outcome was whether participants had blood drawn for testing.

Predictor Variable

The primary predictor variable wasthe number of website pages
viewed for each module. Each page was assigned a value of 0
or 1 depending on whether or not participants viewed that page.
The number of pages viewed was then summed overall and
within content areas.

Mediating Variable

Individuals' perceptions of the content of the second module
(see Textbox 1), which described the health conditions and
genes on the test, were rated with respect to trustworthiness,
sati sfactoriness, helpfulness, and clarity of theinformation (eg,
“1 trusted that the information presented wastrue”). Participants
indicated strength of agreement with each item on 7-point Likert
scales ranging from “strongly disagree” to “strongly agree.”
Four itemswere reverse coded so that “ strongly agree” reflected
more positive perceptions for al items. The standardized
Cronbach alphawas .76.

Covariates

Covariates assessed were based on the Risk Information Seeking
and Processing Model [25]. Sociodemographic covariates
included gender, age, educational attainment, race, and marital
status. Participants also identified which multiplex health
conditions ran in their family. A 6-item measure of genetic
self-efficacy was adapted from Parrott et al [26]. The items (eg,
“You would be able to explain to others how genes affect
health”) were answered on 7-point Likert scales ranging from
“strongly disagree” to “strongly agree” Health information
seeking was assessed using the item, “In the past 30 days, how
often would you say you have looked for information about
ways to stay heathy or to feel better?” Responses were
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dichotomized as daily or weekly versus less than weekly or
never. Importance of genetic information was assessed with the
item, “How important isit to you to learn more about how your
genes affect your chance of getting certain health conditions?’
Response choices ranged from 1, not at all important to 7, very
important.

Analysis

Datawere analyzed using SAS Version 9.2 for Windows (SAS
Ingtitute Inc, Cary, NC, USA). Descriptive statistics were first
examined for all variables. Differencesby the predictor variable,
possible mediating variable, and covariates in the two outcome
variables were assessed using chi-square tests. We then tested
multivariate logistic regression models to evaluate the
association of number of pages viewed with the two outcome
variables, employing forward checking and backward
elimination methods to determine which covariates to include
in the final models [27]. We used a P < .20 criterion for
inclusion of covariates [28,29]. The potential mediator was
tested using the approach of Baron and Kenny [30]. Statistical
significance was assessed as P < .05.

Results

Participant Engagement With Website

Of the 27 possible pages in modules 1 and 2 (Textbox 1),
participants viewed, on average, about 8 pages (mean 8.2,
standard deviation [SD] 7.2), although the number of pages
viewed ranged from 1 to 27. On average, participants viewed
about 2.9 of the 4 pages introducing the multiplex test, 2.2 of
the 8 pages describing the health conditions on the test, and 3.2
of the 15 pages describing the genes. Over 60% (326/526) of
participants viewed the Web page for diabetes, which was the
first health condition listed on the website menu. However, less
than 25% of participants viewed any of the other health
condition pages. Similarly, between 40% and 50% viewed the
first gene pages listed on the website menu (for KCNJ11,
CAPN10, PPARG, and TCN7L2), but lessthan 20% viewed any
of the other genes pages. Education was the only significant
sociodemographic predictor of the number of Web pagesviewed
inthe multivariate model. Participantswith ahigh school degree
or less viewed about 3 1/2 pages fewer, on average, than
participants with a college degree or higher (beta=-3.52, P <
.001), while participants with some college viewed about 2
pages fewer than those with a college degree or higher (beta=
-2.10, P =.002).

In bivariate analyses, the number of pages viewed was
associated with each of the two outcomes (see Table 1). The
group of participants who rated their decision to test as easy
had looked at more pages within each content area than those
who rated the decision as difficult. This difference was about a
half page for general test information (P = .001) and health
condition information (P = .02) and about a page for gene
information (P = .003). Similarly, participants who had blood
drawn for the test had viewed more website content than those
who declined testing, with differences of about 1 page for
information about the test and the health conditions and about
2 pages for information about the genes (P < .001).
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Table 1. Association of website content viewed and ratings of content with decision outcomes (n = 526)

Ease of Decision Test Decision
Easy Decision Difficult Decision Received Test Did Not Receive Test
(n=337) (n=186) (n = 266) (n = 260)
Mean (SD) Mean (SD) Mean (SD) Mean (SD)
Pages viewed
General test information (4 pages) 3.0(13) 2.6(14)° 32(12) 25(14)°
Health conditions information (8 pages) 24(2.8) 1.8(25)2 2.7 (3.0 16(23) ¢
Genes information (15 pages) 3.6(4.5) 25 (4.0) b 4.4 (5.0) 20(3.1)°
Per ceptions of content
Overall perceptions of content 55(10) 49(10)° 55(L0) 52(1.0)2
Trusted information 6.2(1.1) 55(15)° 6.0(1.2 5.8 (1.4) 2
Satisfied with information 59(1.2) 5.1(15)° 59(1.2) 5.4 (1.4) ¢
Easy to understand 5.7(14) 5.0 (16) ° 5.6 (1.5 5.3(16)°
Ableto understand 5.6 (L.7) 50(1.8) ° 55(18) 52(18)
Helped decision 5.4(L7) 47(15)° 5.4 (1.6) 49(16)°
Minimal effort to understand 5.3(1.8) 46(19)° 52(1.8) 49 (1.9
Sufficient information 4.8(1.9) 4.4(1.9) 2 4.7 (1.9) 4.6 (2.0)
<05
bp < 01
°pP<.001

Participant Ratings of Quality and Usefulness of
Information About Health Conditions and Genes

Participants rated the quality and usefulness of the information
about the health conditions and genes positively. These ratings
were significantly associated with each of the two outcomes
(see Table 1). Participants who rated their decision as easy
perceived the website information more positively overall than
those who rated their decision as difficult (P < .001). This
general pattern was also true for individual ratings of
trustworthiness of the information (P < .001), satisfaction (P <
.001), ease of understanding (P < .001), feeling able to
understand the information (P < .001), helpfulness of the
information (P < .001), needing minimal effort to understand
the information (P < .001), and sufficiency of the information
(P = .033). Individuals who decided to test rated the website
information more positively than those who declined testing (P
< .001). In the individual ratings, participants who decided to
test rated the trustworthiness (P = .038), satisfactoriness (P <

http://www.jmir.org/2010/3/e4l/

.001), ease of understanding (P = .010), and helpfulness of the
information (P = .001) more positively than those who declined
the test.

Association of Website Usage With Decision-Making

As shown in Table 2, the number of pages viewed was
significantly associated with ease of decision-making in
multivariate analyses (odds ratio [OR] 1.04, 95% confidence
interval [CI] 1.01-1.07). The results of this model showed that
for every page viewed, participants were about 4% more likely
to describe their decision as easy, on average, controlling for
the sociodemographic and psychological covariates. In this
model, genetic self-efficacy and involvement with genetic
information were significant covariates. Participantswith higher
genetic self-efficacy (OR 1.27, 95% CI 1.05-1.52) and who
placed greater importance on genetic information (OR 1.18,
95% CI 1.03-1.36) were more likely to describe their decision
to test or not as easy.
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Table 2. Prediction of ease of decision making by number of pages viewed in amultivariate logistic regression model (n = 523)

Odds Retio 95% Confidence Interval

Number of pages viewed 1.04 (1.01-1.07)
Male gender 0.87 (0.58-1.29)
Age 0.99 (0.94-1.04)
Education?

High school or less 0.81 (0.47-1.39)

Some college 0.74 (0.49-1.13)
Race”

White 1.00 (0.49-2.05)

Black 0.58 (0.29-1.19)
Married/partnered 0.96 (0.64-1.45)
Number of conditions with family history 0.94 (0.82-1.07)
Genetic self-efficacy 1.27 (1.05-1.52)
Involvement with genetic information 1.18 (1.03-1.36)

@ Comparison category is college degree or higher.
b Comparison category is “other.”

As shown in Table 3, the number of pages viewed also was
significantly associated with deciding to test (OR 1.08, 95% ClI
1.05-1.11). For every page viewed, participants were about 8%
more likely to decide to test, controlling for the
sociodemographic and psychological covariates. Inthis model,
education, genetic self-efficacy, and involvement with genetic
information were aso significant covariates. Individuals with

ahigh school degree or lesswere about half aslikely to be tested
compared with those with a college degree or higher (OR 0.51,
95% CI 0.29-0.88). Participants with higher genetic self-efficacy
(OR 1.24, 95% CI 1.03-1.50) and those who placed greater
importance on geneticinformation (OR 1.24, 95% CI 1.07-1.44)
were more likely to test.

Table 3. Prediction of decision to test by number of pages viewed in a multivariate logistic regression model (n = 523)

Odds Ratio 95% Confidence Interval

Number of pages viewed 1.08 (1.05-1.11)
Male gender 1.26 (0.85-1.89)
Age 1.03 (0.99-1.08)
Education?

High school or less 0.51 (0.29-0.88)

Some college 1.04 (0.69-1.59)
Race”

White 1.65 (0.84-3.26)

Black 0.66 (0.33-1.30)
Married/partnered 0.91 (0.60-1.38)
Number of conditions with family history 110 (0.97-1.26)
Genetic self efficacy 124 (1.03-1.50)
Involvement with genetic information 124 (1.07-1.44)

& Comparison category is college degree or higher.
b Comparison category is “other.”

We tested whether perceptions of the quality and usefulness of
theinformation about the health conditions and genes mediated
the significant associations of number of pages viewed with
decision outcomes. In thefirst step, we found alow correlation

http://www.jmir.org/2010/3/e4l/

between the number of Web pages viewed and perceptions of
the information (r = .097). Therefore, we did not proceed to
additiona stepsto test mediation and concluded that perceptions
of the website information did not mediate the associations.
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Discussion

This report describes unique data suggesting how individuals
respond to Web-based offers of genetic susceptibility tests. This
is especially notable because multiplex genetic susceptibility
tests currently being offered by many DTC companies have
unknown clinical utility. We examined test decisions in a
popul ation-based sample where nearly half of participants who
visited the website to consider testing ultimately decided not to
betested. Thisisin contrast to most of the prior genetic testing
literature, in which the majority of study participants already
had decided to obtain a genetic test [19,20].

Individuals generally had positive perceptions of the quality
and usefulness of the websiteinformation. Viewing more of the
information was associated with finding it easier to decide about
testing regardless of whether the individual decided to test or
not. Thus, patientsfound the website hel pful in supporting their
decision-making—both the decision to test and the decision not
to test.

In addition, the results presented here shed light on aspects of
the online information that might be most useful in supporting
individuals decision-making. Participants engaged most with
the introductory section that described the test, testing
procedures, and what could and could not be learned from the
results. This suggeststhat thisinformation may have been most
relevant for their test decisions. In contrast, individualsgenerally
did not delve very deeply into content related to health
conditions and gene pages. However, it is noteworthy that
participants who described their decision to test as easiest had
viewed more of the pages describing the health conditions and
genes than those who found it harder to decide. This suggests
that more extensive processing about the specifics of the genetic
test might have made it easier to decide about testing.

The findings observed here underscore the importance of
attending to best communication practices such as layering
information in website development. For example, we placed
the most important information about the test in theintroductory
module and then supplemented that with detailed information
about each health condition and gene on separate pages. We
believe that our observation that participants generally viewed
little of the detailed information supports using health literacy
best practices. Specifically, the results suggest that information
thought to be most essential to individual decision-making be
presented first [21,22]. By contrast, arecent analysis of websites
offering genetic tests directly to consumers showed that there
iswide variability in the content, language, and organizational
structure of these sites [18], differences likely to greatly
influence their usefulness to consumers.

Despite our attention to health literacy issues (such asreducing
technica jargon) inthe design of thiswebsite, the results showed
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that educational attainment was the primary predictor of how
much information participants viewed. Prior Multiplex Initiative
analyses also have shown that educational attainment was
associated with whether participants logged onto the website
[6]. Supplemental or alternative approaches may be needed to
facilitate decision-making among participantswith more limited
educational attainment or health literacy skills. Individualswith
limited health literacy may face substantial challengesin using
Web-based information about genomics [16,17], and such
consumers might face particular difficultiesin making decisions
about DTC genetic susceptibility testing [18]. Other factors may
also influence the effectiveness of this type of Web-based
educational approach, including computer literacy, genetic
literacy, and decision-making preferences, al of which are
important areas for future research.

Although this population-based study had many strengths, the
limitations should al so be considered. The observational design
did not alow usto examine the effects of individual Web design
features or to investigate the effects of the educational material
separately from the cognitive characteristics of the participants.
For example, some of the observed results may be affected by
educational differencesin preferencesfor (or competenciesin)
reading lengthier text. These are important issues that could be
considered in experimental lab-based studies, perhaps with
analyses dstratified by educational attainment or cognitive
characteristics such as information seeking preferences.
Similarly, wewere not ableto drill down to specificinformation
content and decisions about testing. In addition, although we
initially drew a population-based sample, participants who
logged on to consider genetic testing were more educated and
savvier Internet users. Thus, these results may not generalize
beyond these early adopters.

The results of this analysis show that consumers perceived a
carefully designed website consistent with best practices in
communication to be helpful in deciding about genetic
susceptibility testing. Critical next stepsin this area will be to
examine individuals' understanding and interpretation of such
website information and how it affects responses to test
feedback. For example, isbetter understanding of the limitations
of genetic susceptibility testing associated with more accurate
interpretations of test feedback?

As genomic discovery advances, Web-based delivery likely
will continue and expand as an avenue for education and
decision support regarding genetic testing. These results suggest
that individuals perceive Web-based tools designed based on
evidence-based communication approaches as supporting
decision-making about genetic testing in some target groups.
However, continued research is needed to ensure that these tools
or other appropriate decision support approaches are available
to al groups including those having lower literacy.
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Abstract

Background: Busy clinicians need easy access to evidence-based information to inform their clinical practice. Publishers and
organizations have designed specific tools to meet doctors needs at the point of care.

Objective: Theaim of this study wasto describe online point-of-care summaries and eval uate their breadth, content devel opment,
and editorial policy against their claims of being “ evidence-based.”

Methods: We searched Medline, Google, librarian association websites, and information conference proceedings from January
to December 2008. We included English Web-based point-of-care summaries designed to deliver predigested, rapidly accessible,
comprehensive, periodically updated, evidence-based information to clinicians. Two investigators independently extracted data
on the general characteristics and content presentation of summaries. We assessed and ranked point-of-care products according
to: (1) coverage (volume) of medical conditions, (2) editorial quality, and (3) evidence-based methodology. We explored how
these factors were associated.

Results. We retrieved 30 eligible summaries. Of these products, 18 met our inclusion criteria and were qualitatively described,
and 16 provided sufficient data for quantitative evaluation. The median volume of medical conditions covered was 80.6%
(interquartile range, 68.9% - 84.2%) and varied for the different products. Similarly, differences emerged for editorial policy
(median 8.0, interquartile range 5.8 - 10.3) and evidence-based methodology scores (median 10.0, interquartile range 1.0 - 12.8)
on a15-point scale. None of these dimensionsturned out to be significantly associated with the other dimensions (editorial quality
and volume, Spearman rank correlationr =-0.001, P = .99; evidence-based methodol ogy and volume, r =-0.19, P = .48; editorial
and evidence-based methodology, r = 0.43, P =.09).

Conclusions: Publishers are moving to devel op point-of-care summary products. Some of these have better profiles than others,
and there is room for improved reporting of the strengths and weaknesses of these products.
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Introduction

In 1996, Richard Smith sought to identify the main
characteristicsthat medical information sources devel oped over
the next decade should have to guide doctors in their practice
[1,2]. He concluded that these tools should be able to answer
complex questions, be connected to alarge, valid database, and
be electronic. Today, busy clinicians have access not only to
Medline, but to many online information solutionsthat are now
faster, have a broader and deeper reach into the plethora of
medical literature, and can quickly provide current information
directly related to their everyday practice. This approach,
supported by advances in the technical areas of powerful
real-time information systems, fits well with medical
information consumed when patients and practitioners interact
at the so-called point of care, which requires information
formatted differently than traditional information sources, such
as textbooks [ 3].

The unquestionable advantage of online point-of-care tools is
that they facilitate the selection and summary of research

findings and provide friendly interfaces to improve retrieval,
synthesis, organization, and application of thisinformation [4].
The model within evidence-based practice (EBP) information
summaries was first described is the “5S" paradigm, which
provides guidance for using the most “evolved” information
serviceswhen searching for the best current evidence[5,6]. This
model guides those seeking information related to a clinical
problem to begin their search at the highest level resource
available, such as comprehensive and sophisticated information
tools (ie, systems and summaries). Lower level resources, such
as systematic assemblies of the evidence (ie, synthesis and
synopsis) and individual studies, should only be searched when
thereis no evidence-based information system available (Figure
1) [5,6].

In the context of the 5S paradigm, summaries have been
described as having a pivotal role asthey can integrate the best
available evidence from lower layers (drawing on studies and
synthesis) to provide information on management options for
agiven health condition. Summaries are al so the basis on which
more interactive computerized decision support tools, or
“systems,” are usually developed [6].

Figurel. The*5S” levelsof organization of evidence from health care research (adapted from Haynes [6])
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Most online summaries are promoted as “ evidence-based” [7]
implying that their contents are developed through a periodic
and systematic search and critical evaluation of medical
literature. The claim of being “the most authoritative and
accessible point-of-care medical reference available to
physicians and other health care professionals on the Internet”
isjust one example of the emphatic marketing claims used for
product advertising [8]. However, criteriafor selecting clinically
important evidence are not always explicit, raising questions
about the quality of information [9]. Asonline EBP point-of-care
summary providers are mushrooming and a substantial a priori
trust by clinicians is to be expected, it is of prime importance
to assessthe relevance and validity of point-of-care summaries,
particularly in terms of quality of the content and
comprehensiveness.

The objective of this study was to describe online EBP
point-of-care summary providers and to evaluate their content
and editorial policy against their claims of being
“evidence-based” As for al research, the quality of
point-of-care summaries needs to be evaluated to ensure the
real usefulness of these products for clinical practitioners. We
arbitrarily postulated that coverage of medical knowledge,
editorial policy, and content quality (three desirable criteria)
would have been among the properties of the best products,
being fully aware that basing our evaluation on these criteria
would constitute a content-centred evaluation rather than a
user-centered or experience/satisfaction evaluation.

Methods

Eligible EBP Point-of-Care Summary Providers

This study focused on providers of EBP point-of-care
summaries, which can be broadly defined asweb-based medical

http://www.jmir.org/2010/3/e26/
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compendiaspecifically designed to deliver predigested, rapidly
accessible, comprehensive, periodically updated, and
evidence-based information (and possibly also guidance) to
clinicians (see Table 1 for definitions). Thus, in order to be
included in our analysis, aproduct had to be an online-delivered
tertiary publication (summary) that isregularly updated, claims
to provide evidence-based information to physicians and other
health professionals, and is to be used at the bedside. As
previously stated, the term “point of care” indicates the point
where patients and practitioners interact, particularly referring
to the context of the provider-patient dyad. Here, “point of care”
appliesto asummarized reference content describing alternative
options in clinical practice, rather than technical solutions
optimized for the use at the bedside. We restricted our analysis
to summaries published in English as the primary language.

Thefollowing online information resources were excluded (see
Table 1 for definitions): (1) guideline databases (as they are
intended to provide recommendations rather than information);
(2) medicd metalists and search engines, both
medicine-specific and general (as they point the user toward
the right place to find information rather than providing
information themselves) [10]; (3) literature surveillance alerting
systems (as they monitor a defined set of journals reporting
articles selected for validity and relevance); (4) online books
(asthey are not regularly updated); (5) original studiesreported
in medical journals, practice articles, abstracts of papers (ie,
primary literature); (6) secondary literature (as it primarily
comprises synthesized content, ie, level 2 of the“5S” levels of
organization of evidence) [6]. No restrictions were placed on
product development status, disease or medical area, or access
or charging agreements.
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Table 1. Definitions helpful to explain criteriafor inclusions and exclusions

Definition

Evidence- Evidence-based practice refers to the process of systematically finding, appraising, and using contemporaneous research findings as

based prac-  thebasisfor clinical decisions. Evidence-based practicefollowsfour steps: formulate aclear clinical question from apatient's problem;

tice search the literature for relevant clinical articles; evaluate (critically appraise) the evidence for its validity and usefulness; implement
useful findingsin clinical practice.

Point of care Point of care refers to the specific point in the workflow when health professional and patient interact and appliesto any service pro-
vided to patients at the bedside or during patients’ consultations.

Update Update refers to renovation or integration of content within a maximum of five years.

Rapidly ac-  Rapidly accessible content should be easily available on searching by keywords or browsing by topics or alphabetically ordered menus.

cessible The research output should be sufficiently summarized and relevant.

Studies (pri-  Studies (primary literature) are publications that illustrate or comment on original scientific research findings, typically injournal ar-

mary litera-  ticles.

ture)

Synthesis Syntheses (secondary literature) are published materials that provide an examination of recent or current literature. Review articles

(secondary  can cover awide range of subject matter at various levels of completeness and comprehensiveness based on analyses of literature that

literature) may include research findings. The Cochrane Library is an example.

Synopsis Synopsisisthe selection and summary of clinically important articlesin the medical literature (usually in specific fields), which include
newly published, high-quality, clinically relevant original studies and systematic reviews. Online journal clubs are an example.

Summaries  Summaries (tertiary literature) are abstracts that integrate evidence from many sources (eg, primary literature, systematic reviews, and

(tertiary liter-  guidelines) to provide afull range of information on management options for a given health problem.

ature)

Systems(de- Systems (decision aids) are clinical information systems that integrate and summarize all relevant and important research evidence

cisonaid) aboutaclinical problem and automatically link, through an electronic medical record, a specific patient's circumstances to the relevant
information.

Literature Literature surveillance alerting systems provide regular monitoring of a defined set of journals and the reporting of article selection

surveillance  onthe basis of validity and relevance (ie, Evidence UpDates, ACP Journa Club, InfoPOEMS)

alerting sys-

tems

Metalists Meta-lists are information retrieval tools that contain links to other relevant sites on the Web. The links are usually collected by the
meta-list site coordinator, who acts as a clearinghouse.

Searchen-  Search engines areinformation retrieval tools aimed at searching for information on the whole Web or on medicine-specific websites.

gine The strength of a medicine-specific search engine isits ability to filter out any sites that are not (according to programmed criteria)
medical sites.

Guideline Guideline databases are online repositories of clinical documents aimed at providing recommendations rather than information to

databases clinicians (ie, SIGN, NICE).

Online Online books are electronic versions of paper-based publications. These are not regularly updated.

books

Identification of EBP Point-of-Care Summary
Providers

To our knowledge, there is no single repository of online
information summaries. In order to retrieve relevant summary
products we performed a Medline search using the following
terms: (("evidence-based medicine'[Mesh]) AND ("information
storage and retrieval"[Mesh])) AND (("online systems'[Mesh])
OR ("point-of-care systems'[Mesh])).

We collected additional information from the references cited
in the papers retrieved. Google was extensively used as the
search engine to explore products not reported in the medical
literature but available on the market. The following termswere
used: “medical information system,” “point of care” and
“evidence-based medicine” We al so screened several publisher
and librarian association websites, such as the Council of
Science Editors[11], the World Association of Medical Editors
[12], the Medical Librarian Association [13], the European

http://www.jmir.org/2010/3/e26/

Association for Health Information and Libraries[14], and the
American Medical Informatics Association [15]. Finally, we
analyzed the publishing products presented at several scientific
information conferences and exhibitions during the period 2006
through 2008, such as the London Online Information Expo
and Medical Library Association Meeting and Exhibition.

We repeated our search and collection during the one-year
period from January through December, 2008.

Information Sought for Each EBP Point-of-Care
Summary Provider

For each provider, two reviewers independently retrieved
information through an analysis of the official website. As
reported in detail below, for any EBP point-of-care summary
provider we extracted general characteristics, volume and
breadth of the conditions considered, and information regarding
the quality of the editorial process and EBP approach to content
devel opment (evidence-based methodol ogy). Decisionsto select
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items describing these features were informed by evidence
whenever possible. Detailed operational definitions are reported
in Multimedia appendix 1.

Thefeatures selected were qualitatively described; for editorial
and evidence-based methodology indicators, an empirical
guantitative evaluation was also included in order to assign a
score for each item and rank the EBP point-of-care summary
providers. For each quality indicator apoint score was assigned:
3 pointsif the quality indicator was completely fulfilled, 1 point
if partially fulfilled or unclear, and O points if not fulfilled or
not reported. (See Multimedia Appendices 2 and 3.) We
arbitrarily decided to award 3 points instead of 2 for adequate
fulfilment to give more weight to a more transparent and
accountable reporting style and increase the variability within
the sample. This policy was somewhat similar to the
three-points-for-win rule in soccer [16].

General Characteristics

Wefirst sought general information, such as product name, year
of first release, and vendor and/or publisher. We aso reported
the marketing claim as stated in the homepage and/or in the
“about us’ section. We collected information on different
formats (eg, online, desktop, or PDA) and whether the website
is open-access or a subscription fee is required to access the
whole content. In the latter case, we reported the costs for a
single-user subscription per year and the types of subscription
available, that is, single user, ingtitutional, “a la carte” (ie,
different products assembled in one subscription), or pay per
view. We also described the primary target audience, for
example, general practitioners, speciaty physicians, or other
health care workers who could benefit from the contents. (See
Multimedia Appendix 1.)

Content Presentation

We described the content presentation in terms of type of output
(ie, narrative or key point summaries or answers to clinical
questions format), formal ontology of information, and output
summary flexibility. We analysed whether the output included
references, and if so, whether these were general, that is,
suggestions of further sources on aparticular topic, or specific,
that is, they supported particular statements. We also explored
whether, in addition to providing information, these summaries
provided recommendations to practitioners, and if so, whether
aformal grading system for the strength of the recommendations
was used. Lastly, we sought whether the content of products
included continuing medical education programmes or other
educational resources and whether aplain languageinformation
document or handout had been specifically developed for
patients. See Multimedia Appendix 1.

Breadth and Volume

We sought to describe the breadth of the medical conditions
considered in terms of areas covered by the summaries (ie,
general information, epidemiol ogy, aetiology, physiopathol ogy,
diagnosis, treatment, follow up, and prognosis). As we were
not able to identify areliable measure of database volume (ie,
comprehensiveness), we estimated the number of diseases
covered by analyzing whether arandom sample of chapters of
the International Classification of Diseases, Tenth Revision

http://www.jmir.org/2010/3/e26/
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(ICD-10) wasrepresented in the product. This provided arough
proxy assessment of the comprehensiveness of each product
(ie, its external validity). Of the 22 ICD-10 chapters, 4 (20%)
were randomly selected. These were: “Certain infectious and
parasitic diseases,” “Diseases of the skin and subcutaneous
tissue,” “Diseases of the genitourinary system,” and “External
causes of morbidity and mortality.” We assessed whether
sections (blocks) of diseases and conditions in these ICD-10
chapterswere covered in each EBP point-of-care summary [17].

In addition, we reported whether summary providers included
information on topics other than medical conditions (eg, medical
procedures and legal issues) and more complex technologies,
such as electronic medical records, drug databases, and
calculators.

Editorial Quality

To evaluate the methodol ogical quality of the editorial process,
we selected specific indicators of transparency: authorship, peer
reviewing procedure, updating, disclosure of authors' conflicts
of interest, and commercial support of content development.
To create an indicator of editorial quality, pointswere assigned:
3 pointswereassigned if the dimension wasjudged “ adequate,”
1 point if judged “unclear,” and O points if judged “not
adequate” or “not reported.” See Multimedia Appendix 2.

Evidence-based Methodol ogy

To obtaininformation on the evidence-based approach to content
development of each product, we specifically selected
evidence-based methodology indicators. The indication of
whether contents were based on a systematic literature search
or surveillance aimed at identifying relevant, valid research
evidence was considered of primary importance. The critical
appraisal methodology was also judged, and we focused on the
cumulative or discretionary approach to the evidence, reporting
whether systematic reviews, particularly Cochrane reviews,
were preferred over other types of publication. We also looked
at the availability of a system to assess quality of evidence.
Finaly, if expert opinion was included in the content
development, we analyzed whether this contribution could be
easily recognized within the body of evidence. Similar to our
method of scoring the quality of the editorial policy, we scored
each indicator of the quality of the evidence-based approach: 3
points were assigned if the dimension was judged “ adequate,’
1 point if judged “unclear,” and O points if judged “not
adequate” or “not reported.” See Multimedia Appendix 3.

Data Extraction

Datawere extracted by two independent reviewers (authors RB
and LT) who used an ad hoc predefined form. We obtained
general features and information on the editoria policy and
content development from a thorough analysis of the website
pages that were freely available (ie, homepage, about us,
editorial policy, and methodology description sections). When
subscription to a product was not available at our institution,
the free trial and sample topics were used to acquire further
information on the content characteristics of the product and
the type of output. We assumed that sample topicswould likely
provide users with the “best” of the product as these parts are
often written with the most zeal and attention. When necessary,
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product editors were contacted by email. When we could not
accessthe content, the products were excluded from the analysis.
Disagreements were resolved by discussion between the
reviewers and areferee (author LM).

Weregistered and stored within an el ectronic archive (December
2008) al the Web pages used to extract data.

Analysis

Results are presented as median and interquartile ranges to
describe the volume and quality indicator scores. The EBP
point-of-care products were ranked on the basis of (1) the
number of diseases covered (calculated as the number of
diseases covered from those in a random sample of ICD-10
chapters); (2) the editorial quality (defined on the basis of
adherence to the items reported in Multimedia Appendix 2);
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and (3) the use of an evidence-based approach (defined on the
basis of adherenceto theitemsreported in Multimedia A ppendix
3). The relationships between these factors were analyzed by
applying the Spearman rank correlation coefficient.

Results

From January to December 2008 we screened 30 eligible EBP
point-of-care summary providers (Figure 2). Of these, 12 were
excluded (for details see Multimedia Appendix 4), and 18 met
our inclusion criteria and were qualitatively evaluated. Two
summary providers (ZynxEvidence and Health Gate) were
excluded from the quantitative analysis because of a lack of
information on the website general pages and unavailability of
sample chapters; we attempted to acquire the missing
information from vendors but received no answer.

Figure 2. Flow diagram of the EBP point-of-care summary providersincluded in the analysis

FPotentially relevant EEP summaries
identified and screened {30)

EEF summaries excluded (12):
Meta-lists (73

[

h 4

Eelevant EBP summaries included
in the qualitative evaluation (18)

Search Engine (3)
Secondary literature (1)
Mot periodically updated (1)

Eelevant EEP summaries included
in the quantitative evaluation (16)

Qualitative Analysis

General characteristics and summary content presentation
features are summarized in Tables 2and 3. In the EBP
point-of-care summaries breadth, we found no variability inthe
areas of medical conditions covered (data not tabulated). With
the exception of Clinical Evidence, al the summary providers
reported general information, epidemiology, aetiology,
physiopathol ogy, diagnosis, treatment, follow-up and prognosis
for each topic but they differed in terms of widening and length.
Clinical Evidence focused mainly on treatment aternatives;
diagnosis and testing were not systematically covered. Several
summary providers presented topics other than medical

http://www.jmir.org/2010/3/e26/

_f EBEP summaries excluded from the
& quantitative evaluation
because of lack of information (2)

conditions. For example, 5-Minute Clinical Consult, ACP Pier,
DynaMed, eMedicine, EBM Guidelines, First Consult included
information about medical procedures; ACP Pier, GP Notebook
included, ethical and legal issues; and Dynamed, Harrison's
Practice, Micromedex, and Pepid included drug information
with summaries of product characteristics and pharmacokinetic
interaction tables. Zynx Health presented complex content and
integration with other technologies, such as el ectronic medical
records while drug databases and calculators are distinctive of
some other products, such as Micromedex and Pepid according
to the shift from summary to systems described in the Haynes
model [6].
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Table 2. Genera characteristics of EBP point-of-care summary providers
Product Year of  Vendor/ Marketing Claim Fee-based/ Type of Format Annual Cost Target Users
Name Release  Publisher Open Subscription for Single
(URL) Access User
Account
for year
5-MinuteClinica Con- Notre- Wolters Updated regularly Fee-based Singleuser  Online, US$89.90  Not reported
sult (www.5minutecon-  ported  Kluwer, Lip- for quick reference PDA, smart-
sult.com) piccott at the point of care. phone, print
Williams
and Wilkins
ACP Pier (www.acpon-  Notre- American Find authoritative, Openac-  NotApplica Onlineand  NotApplica= Internal
line.org) ported  College of evidence-based cessto ble PDA ble medicine spe-
Physicians  guidancetoimprove ACP mem- cialists
clinical care bers
BestBETs (www.best- 1996 Department ... providerapidevi- Openac-  NotApplica Onlineand  NotApplicaa Emergency
bets.org/) of Emergen- dence-based answers cess ble print ble medicine spe-
cy Medicine, to real-lifeclinical cialists
Manchester  questions, using a
Royal Infir-  systematic approach
mary toreviewing theliter-
ature.
CKS (www.cks.nhs.uk) 1998 NHS Safe practical clini-  Open ac- Not applica= Onlineand  Not applica  GPs, nurses,
cal answers- fast cess ble print ble pharmacists,
students; medi-
cal librarians
Clinical Evidence 1999 BMJPublish- The international Fee-based Singleuser, onling print £137/€203/  GPs, specidlists
(www.clinicalevi- ing group source of the best ingtitutional, (handbook), yg$260
dence.bmj.com) available evidence pay per PDA
on the effects of view, season
common clinica in- ticket
terventions
DynaMed (www.ebsco- Notre- EBSCOPub- Designed for useat Fee-based Singleuser, Onling, PDA US $350 GPs, speciaists
host.com/dynamed/) ported  lishing the point-of-care, institutional
providing best avail-
able evidence and
updated daily.
eMedicine 1996 WebMD- Continually updated Openac-  Not applica= Online Not applica- GPs and other
(www.emedicine.med- Medscape clinical refer- cess ble ble health care pro-
scape.com) ence...the most au- fessionals.
thoritative and acces-
sible point-of-care
medical reference
available to physi-
cians.
€TG complete 1978 Therapeutic  Therapeutic Guide- Fee-based Singleuser, Online desk- A$300 Not reported
(www.tg.org.au) Guidelines  lines...evidencein student sub-  top, print,
Limited context scription PDA
(Austraia)
EBM Guidelines 1989 Wiley Black- Easy touseclinical Fee-based Singleuser, Online, US $255 GPs
(http://ebmg.wiley.com) well Inter- guidelines supported ingtitutional  print, PDA
scienceand by sound scientific
Duodecim evidence
First Consult (www.md- 1997 Elsevier Evidence-based an- Fee-based Singleuser, Online, PDA US $449 GPs, specidlists
consult.com) swers for the point ingtitutional "Core + first
of care consult”
GP Notebook (www.gp- 1995 Oxbridge A UK medical refer- OpenAc-  Not applica=  Online Not applica= GPs
notebook.co.uk) Solutions enceontheworld  cess ble ble
Ltd wide web
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Product Year of  Vendor/ Marketing Claim Fee-based/ Type of Format Annual Cost Target Users
Name Release  Publisher Open Subscription for Single
(URL) Access User

Account
for year
Harrison's Practice Notre- Mc Graw Answersondemand Fee-based Singleuser, online PDA, US$325 GPs, Internal
(www.harrisonsprac- ported  Hill at the point of care ingtitutional ~ wirelessver- Medicine Spe-
tice.com) sion cialists
Hedlth Gate Notre- HedthGate Thelatest evidence- Fee-based Notreported Online Not reported  Providers, pay-
(www.healthgate.com)  ported  DataCorpo- based clinical infor- ers, employers,
ration mation and patients
Map of Medicine 2001 Hearst Cor-  Support for clinical  Open ac- Not applica= Online Not applica= GPs and other
(www.mepofmedicinecom) poration precticenational,lo- cesstoal ble ble health profes-
cal and personal evi- NHS staff sionals
dence-based content  in England
broad in scope and Wales.
Micromedex (www.mi-  Notre- Thomson Evidence-based an- Fee-based Not reported Online, PDA Contact for ~ GPs, specidists,
cromedex.com) ported  Reuters swers to support pricing other health
your disease manage- professionals.
ment and treatment Medical school
decisions. faculty and stu-
dents, librarians
Pepid (www.pepid.com) 1994 Pepid LLC ~ Theonly “al-in- Fee-based Singleuser, Online, US$199.95 GPs, speciadlists
one” point-of-care ingtitutional  PDA, Mo- Primary
medical reference bileWireless Care Plus
tool available on the PCP
Internet
UpToDate (www.upto- 1992 UpToDate, UpToDateisanevi- Fee-based singleuser  Onling desk- US $495 GPs, specidlists
date.com) Inc dence-based, peer- institutional, top, PDA
reviewed informa- patient sub-
tion resource scription
ZynxEvidence Notre- Zynx Health Evidence-based Fee-based Notreported Notreported Not reported GPs, specialists
(www.zynxhealth.com/) ported  Incorporated health care. In-
formed decision.
Improved care.
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Table 3. Content presentation of EBP point-of-care summary providers
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Output Presentation Education
Name Typeof Output Formal Summary  References Intent to Strengthof CME Other Patient
Ontology  Fexibility Recommend Recommen- Programs Educational Handout
dation Material
Formal
System
5-Minute Key point sum-  Yes No Yes, genera  Yes No No No Yes
Clinical Con- mary
sult
ACP Pier Key point sum-  Yes Yes Yes, specific  Yes No Yes No Yes
mary
BestBETs Answersto Yes No Yes, specific  No No No Yes, methodolo-  No
clinical ques- ay
tions
CKS Key point sum-  Yes Yes Yes, general  Yes No No No Yes
mary
Clinical Evi- Narrativesum-  Yes Yes Yes, specific No No Yes Yes, stetisticsand  Yes
dence maries on clini- methodol ogy
cal questions
DynaMed Key point sum-  Yes No Yes, specific  Yes Yes Yes No No
mary
eMedicine Book chapter-  Yes No Yes, genera  Yes No Yes No No
like summary
eTG complete Book chapter-  No No Yes, genera  Yes No No No No
like summary
EBM Guide- Key pointsum- Yes No Yes, specific  Yes No No No No
lines mary
First Consult  Key pointsum- Yes Yes Yes, genera  Yes No Yes No Yes
maries
GP Notebook Book chapter-  No No Yes, genera No No Yes No No
like and key
point sum-
maries
Harrison's Key point sum-  Yes No Yes, genera  Yes No Yes No No
Practice maries
Hedth Gate  Noinformation Noinfor- Noinforma Yes, generad Noinformation No No No Yes
mation tion
Map Of Clinical path-  Yes Yes Yes, specific  Yes No No No No
Medicine ways
Micromedex  Key point sum- Yes Yes Yes, specific  Yes Yes No No No
maries
Pepid Key point sum-  Yes No No Yes No No Yes No
maries
UpToDate Book chapter-  Yes No Yes, specific  Yes Yes Yes No Yes
like summaries
ZynxEvidence Key point sum-  Yes No Noinforma- Yes Noinforma- No No No
mary tion tion
I . with DynaMed, eMedicine, and First Consult being the most
Quantitative Analysis y g

The EBP point-of-care summary volume based on four random
samples of ICD-10 chapter analysis is estimated in Figure 3.
The median coverage volume was 80.6% (interquartile range:
68.9-84.2%). There were large differences among summaries,

http://www.jmir.org/2010/3/e26/
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comprehensive (88%) and TG complete the least (45%).

Editorial policy quality and evidence-based methodology are
summarized in Tables 4 and 5. The median scores were 8.0
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(interquartile range 5.8-10.3) and 10.0 (interquartile range
1.0-12.8) on a 15-point scale.

EBP point-of-care summary provider scores were ranked
according to volume, editorial, and EB methodology scores (see
Multimedia Appendix 5). Table 4 shows the scores for each
provider for editorial quality; Table 5 showsthe scoresfor EBP
methodology; and Figure 3 displays the results of the analysis
of volume (ie, comprehensiveness).

Displayed together in Figure 4 are the EBP point-of-care
summary provider rankings for volume, editorial quality and

Table 4. Editorial quality of EBP point-of-care summary providers

Banzi et d

EB methodology. As is shown, DynaMed, EBM Guidelines,
and UpToDate scored in the top quartile for two out of three
variables and in the second quartile for the third of these
variables. However, no association was found between the pairs
of variables for each EBP point-of-care summary provider
(Spearman rank correlations: editorial quality and volume, r =
-0.001, P = .99; EB methodology and volumer =-0.19, P =
.48; editorial and EB methodology r = 0.43, P =.09).

A brief presentation of these resultsis reported in Multimedia
Appendix 6.

Name Authorship  Reviewing  Updating Authors’ Conflict of Interest Commercial Support for  Editorial
(Points) (Points) (Points) (Points) Content Development Quality Score
(Points)
Clinical Evidence Yes (3) Yes (3) Yes (3) Yes, implemented and reported (3) Not accepted (3) 15
UpToDate Yes (3) Yes (3) Yes (3) Yes, implemented and reported (3)  Not accepted (3) 15
eMedicine Yes (3) Yes (3) Yes (3) Yes, implemented and reported (3) ,(A():cepted and disclosed 13
1
DynaMed Unclear (1) Unclear (1) Yes(3) Yes, implemented and reported (3) Not accepted (3) 11
€TG complete Unclear (1) Yes(3) No (0) Yes, implemented and reported (3)  Not accepted (3) 10
ACP Pier Yes (3) Yes (3) Yes (3) No information (0) No information (0) 9
EBM Guidelines Yes (3) Yes (3) Yes (3) No information (0) No information (0) 9
Pepid Yes (3) Yes (3) Yes (3) No information (0) No information (0) 9
First Consult Yes (3) Unclear (1) Yes(3) No information (0) No information (0) 7
BestBETs Yes (3) Yes (3) No (0) No information (0) No information (0) 6
CKS No (0) Yes (3) Yes (3) No information (0) No information (0) 6
Map Of Medicine No (0) Yes (3) Yes (3) No information (0) No information (0) 6
Micromedex No (0) Yes (3) Unclear (1) 2(0;& implemented but not reported  No information (0) 5
1
5—I|\/I inuteClinical Con-  Yes(3) No (0) Unclear (1)  Noinformation (0) No information (0) 4
sult
GP Notebook No (0) Unclear (1) Yes(3) No information (0) No information (0) 4
Harrison’s Practice No (0) No (0) Yes (3) No information (0) No information (0) 3
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Table 5. Evidence-based methodology of EBP point-of-care summary providers

Name Literature Search/  Cumulative vs Critical Formal Grading of Cite Expert Evidence-Based
Literature Discretionary Appraisal Evidence Opinion Methodology
Surveillance Approach (Points) (Points) (Points) Score
(Points) (Points)

BestBETs Yes (3) Yes (3) Yes (3) Yes (3) Yes (3) 15

Clinical Evidence Yes (3) Yes (3) Yes (3) Yes (3) Yes (3) 15

EBM Guidelines Yes (3) Yes (3) Yes (3) Yes (3) Yes (3) 15

UpToDate Yes (3) Yes (3) Yes (3) Yes (3) Yes (3) 15

DynaMed Yes (3) No (0) Yes (3) Yes (3) Yes (3) 12

Map Of Medicine Yes (3) Yes (3) Yes (3) No (0) Yes (3) 12

Micromedex Yes (3) Yes (3) Unclear (1) Yes (3) Unclear (1) 11

ACP Pier Yes (3) No (0) Yes (3) Yes (3) Unclear (1) 10

CKS Yes (3) Yes (3) Unclear (1) No (0) Yes (3) 10

Pepid Unclear (1) Unclear (1) No (0) No (0) No (0) 2

eMedicine Unclear (1) No (0) No (0) No (0) No (0) 1

€TG complete Unclear (1) No (0) No (0) No (0) No (0) 1

First Consult Unclear (1) No (0) No (0) No (0) No (0) 1

GP Notebook Unclear (1) No (0) No (0) No (0) No (0) 1

Harrison's Practice Unclear (1) No (0) No (0) No (0) No (0) 1

5-Minute Clinical Con-  No (0) No (0) No (0) No (0) No (0) 0

sult
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Figure 3. EBP point-of-care summary provider volume estimated on four random chapters of the ICD-10 classification
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Figure 4. EBP point-of-care summary provider ranking for volume, editorial quality and evidence-based methodology. (Black represents the bottom
quartile; dark grey represents the low intermediate quartile; light grey represent the high intermediate quartile; and white represents the top quartile.)
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Discussion

Summary of Key Findings

As of December 2008, we had found 18 EBP point-of-care
summary providers. Thissuggeststhat several publishing groups
and public health organizations are interested in investing time
and resources into the development of these products. The
overall characteristics of these products tended to vary, and
evaluation of their quality is till in its infancy despite the
emerging consensus that such information tools are
professionally and scientifically essential [4]. Only a few
products satisfied our criteria, with none excelling in all. Thus,
at present, no clear set of dimensions for deciding among
different products can be drawn. The choice of an information
tool will depend on the properties of the resource and users
preferences according to the persona weight attached to
different rankings.

Our Study in Context

One mainstay of evidence-based information mastery is the
combination of tools that filter literature for relevance and
validity and present summarieseasily andin aquickly accessible
form at the point of care [3]. Since doctors have significant
information needs in their practice [18,19], an important
question is whether all these products are reliable and really
improve access to high-quality information. While many

http://www.jmir.org/2010/3/e26/

RenderX

user-centred or experience/satisfaction analyses have been
published [20-25], our evaluation aimed at providing an explicit
way to assess the available products other than relying on
potentially misleading marketing claims by vendors.

We devel oped a content validity scale using an evidence-based
approach whenever possible. Desirable dimensions were
included if there was evidence that not addressing that particular
dimension would result in anincreased risk of bias. Dimensions
were aso included where it was clear that information about
that dimension was necessary to appraise the reliability of a
point-of-care product. For some quality indicators, such asthe
literature retrieval process and updating, we borrowed our
criteria from research on systematic review reporting methods
[26,27], assuming that these aso would apply to the further
synthesized information tools that we included in our review.
Other scale dimensions, such as authors' conflicts of interest
and peer review, were based on peer-reviewed medical journals
policies, extensively debated during the past years [28-30].
Other dimensions that we measured, such as intent to
recommend, were included because we judged them to be
important, but these were not clearly based on prior research.
Only 20% of the products that included recommendations
formally graded the strength of the recommendations, whereas
doing so is essential to assure transparency and reliability of
recommendations [31].
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Limitations of This Study

One of the limitations of our study stemsfrom alack of aclear
definition of these products which could have led to a possible
selection bias. We set eligibility criteriato select evidence-based
summary products defined as portable and comprehensive [1]
that Haynes et al would categorize asasummary [6]. Moreover,
summary provider eligibility was independently evaluated by
two authors. Our study is only a first attempt toward a more
comprehensive assessment of this rapidly evolving field. The
number of EBP point-of-care summary providersisincreasing;
in the first months of 2009 at least three vendors, the Journal
of the American Medica Association (http://jamaevidence.com),
the British Medical Journal (www.bestpractice.bmj.com) and
the UK National Hedth Service (www.evidence.nhs.uk/)
launched new point-of-care products. These new productswere
not included in our survey because they were launched outside
the considered time frame.

The major limitation of our study was the arbitrariness of the
scoring system. We chose a continuous scale instead of a
classical star rating system to alow scores on individual
categoriesto be correlated. Category scores have not been added
to make an overall score. Scores allow readers to group EBP
point-of-care summary providers according to quality and to
detect top performerswithin categories. Our scoring system can
be considered a preliminary approach to rating EBP
point-of-care summary providers; other categories could be
added.

We did not formally analyze website navigability and usability
as this was beyond the scope of our study. Such an analysis
might be vauable from the users perspective because
information on the Web can be communicated in many
ways—such asdiagrams, animations, and linked pages—which
may improve comprehension. These analyses should be carefully
interpreted as they suffer from the multiplicity bias as occurs
when users are asked to compare known systemswith new ones.
EBP point-of-care summaries also largely differ according to
the comprehensiveness of each topic. Choosing arandom sample
of ICD-10 chapters as a proxy of the comprehensiveness of a
summary may not necessarily be representative of what each
provider offers. However, comprehensivenessisacrucial aspect
of any information tool when used to answer clinical questions.
Further research on the comprehensiveness of theseinformation
tools is needed.

Relationships Between Volume, Editorial Quality,
Evidence-based M ethodology

None of the associations we postulated turned out to be
statistically significant. Thus, on the basis of the criteria we
used, editorial quality, evidence-based methodol ogy, and volume
appear to beindependent. For example, BestBETs scored among
theworst on volume (comprehensiveness), with an intermediate
score for editorial quality, and the highest score for

Banzi et d

evidence-based methodology. The search for associations
between various desirable factors can be seen as “work in
progress,” suggesting that publishers have to balance these
aspects, and achieving excellencein all three aspectsisdifficult.

Implications for Editorial/Publishing Groups

In the global trend for point-of-care products to inform clinical
practice, thereisroom for improving the quality and increasing
the coverage of diseases. Publishers should provide users (or
purchasers in general) with transparent, easily accessible, and
rigorously determined information regarding editorial processes
and content development. Our assessment is intertwined with
the quality of reporting. It is possible that publishers favored
conciseness of information on their websites and omitted
important editorial and methodological details. For instance a
publisher may plan to disclose author conflicts of interest, but
then does not report this key information on its website, thus
diminishing the trustworthiness of its product.

Efforts have been made in the last two decades to improve the
quality of reporting of the results of randomized controlled trials
and systematic reviews [26,27,32]. However, there is sill
evidence that methods and reporting can be improved [33-35].
The experience obtained in thefield of primary research can be
applied to EBP point-of-care information summaries,
considering that these point-of-care productsare till inthe early
development. Important initiatives to improve the reporting of
health care research, such as the EQUATOR Network [36,37]
should also includeinitiativesto improve point-of-care products.

Implicationsfor Clinicians

At present, clinicians who want to select an EBP point-of-care
summary to use regularly need to find a balance among severa
desirable characteristics to inform their choice: according to
our criteria, no product appears to be the best. Faced with a
choice of summaries, one criterion should prevail. The
judgement is complex because in addition to various desirable
criteria, many other dimensions could be attractive and drive
the choice, such as whether the summary can be used for
continuing medical education, contains information addressed
to patients, or can be integrated with more sophisticated
technologies. Having access to high-quality and
well-summarized evidence-based information will not answer
all the questionsthat arisein the doctor-patient relationship, but
these summaries help doctors to identify the best options in
therapy, diagnosis, or prognosisfor their patients. Even the most
innovative information system must rely on sound evidence to
improve clinical practice; the technology is only the vehicleto
make the information accessible. Quality indicatorsthat can be
used to eval uate new EBP point-of-care summary providerscan
be valuable for clinicians, but these can also be useful for
librarians, hospital managers, and policy makers who must
choose the most appropriate point-of-care summaries to meet
their needs.
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Abstract

Background: Contemporary learning technologies, such as massively multiplayer virtual worlds (MMVW), create new means
for teaching and training. However, knowledge about the effectiveness of such training is incomplete, and there are no data
regarding how students experience it. Cardiopulmonary resuscitation (CPR) is a field within medicine in high demand for new
and effective training modalities.

Objective: In addition to finding a feasible way to implement CPR training, our aim was to investigate how a serious game
setting in a virtual world using avatars would influence medical students subjective experiences as well as their retention of
knowledge.

Methods: An MMVW was refined and used in a study to train 12 medical students in CPR in 3-person teams in a repeated
fashion 6 months apart. An exit questionnaire solicited reflections over their experiences. As the subjects trained in 4 CPR
scenarios, measurements of self-efficacy, concentration, and mental strain were made in addition to measuring knowledge.
Engagement modes and coping strategies were also studied. Parametric and nonparametric statistical analyses were carried out
according to distribution of the data.

Results. The majority of the subjects reported that they had enjoyed the training, had found it to be suitable, and had learned
something new, although several asked for more difficult and complex scenarios as well as a richer virtual environment. The
mean values for knowledge dropped during the 6 months from 8.0/10 to 6.25/10 (P = .002). Self-efficacy increased from before
to after each of the two training sessions, from 5.9/7 to 6.5/7 (P = .01) after the first and from 6.0/7 to 6.7/7 (P = .03) after the
second. The mean perceived concentration value increased from 54.2/100 to 66.6/100 (P = .006), and in general the mental strain
was found to be low to moderate (mean = 2.6/10).

Conclusions: Using scenario-based virtual world team training with avatarsto train medical studentsin multi-person CPR was
feasible and showed promising results. Although we found no evidence of stimulated recall of CPR procedures in our test-retest
study, the subjects were enthusiastic and reported increased concentration during the training. We also found that subjects
self-efficacy had increased after the training. Despite the need for further studies, these findings imply several possible uses of
MMVW technology for future emergency medical training.

(J Med Internet Res 2010;12(3):€38) doi:10.2196/jmir.1426

http://www.jmir.org/2010/3/e38/ JMed Internet Res 2010 | vol. 12 | iss. 3 €38 | p.143
(page number not for citation purposes)


mailto:johan.creutzfeldt@karolinska.se
http://dx.doi.org/10.2196/jmir.1426
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH

KEYWORDS

Creutzfeldt et al

Cardiopulmonary resuscitation; concentration; educational technology; medical students; MMV W, avatars; patient simulation;

self-efficacy

Introduction

Medical simulation is an effective instrument for training of
technical aswell asnontechnical skills[1-3]. Trainingin virtual
reality, hosted online and accessed by personal computers, is
an emerging learning technology that offers new possibilities.
Serious games are intended to provide an engaging and
self-reinforcing context in which to motivate and educate the
users[4,5]. Multi-user computer environments makeit possible
to interact with other playersin amassively multiplayer virtual
world (MMVW) [6]. Heinrichs and coworkers have found
MMVW training to be promising in the area of emergency
medicine for repeated practice of uncommon, life-threatening
trauma cases [ 7]; however, as Hansen points out in areview of
the subject, more research concerning training outcomes is
needed [8]. Further, the users experiences of leisure gaming
technology for explicit medical training purposes should be
investigated.

We have used the teaching of cardiopulmonary resuscitation
(CPR) as a model for a scenario-based MMVW training
approach. For more than 40 years, attention has been focused
on disseminating knowledge and skills in the field of CPR. It
is believed that with a better-trained population, many lives
could be saved by means of bystander CPR [9,10]. Concern
also exists about the quality of current CPR training because of
issues such as poor retention, lack of training in so-called
nontechnical skills, and negative reactions to the training
[11-17].

In this study, we explored initial effects on students using a
virtual world for CPR training [18]. No systematic studies
regarding the effect of stimulated recall on retention of
knowledge and nontechnical skills have been reported. We
concur with Kneebone [19], who hasidentified self-efficacy as
an important feature of successful simulations in terms of
learning and clinical outcomes, and we aso suggest
concentration and mental strain as important variables of

http://www.jmir.org/2010/3/e38/

learning and performance to be analyzed for the first time in
CPR training [20-25]. We hypothesized that repeated team
training of CPR in avirtual world would influence self-efficacy,
concentration, and mental strain in medical students aswell as
enhance retention of knowledge.

Methods

We enrolled 12 medical students attending the first year at
Karolinska Ingtitutet in a test-retest explorative study. The
medical students participated voluntarily as study subjects. The
students' experiences of the training were investigated using a
guestionnaire. Our effect measures of training were knowledge,
self-efficacy, concentration, and mental strain. We controlled
for engagement modes and coping strategies since students
might relate differently to the virtual world aswell as copewith
events during training in different ways. These might in turn
affect their performance and other subjective reactions
differently during the two study sessions.

A test-retest design created an opportunity to follow retention
and temporal changes of training effects. Based upon results
from previous CPR studies [26], a 6-month interval between
sessionswas chosen. In order to control for expected differences
between men and women both regarding computer interestsand
gaming preferences, we enrolled 50% of each sex. The study
was approved by the regional ethics committee at Karolinska
Ingtitutet. Before entering the study, the subjects had received
traditional CPR training, (bystander CPR [27]) during the
previous 3 months as a component of their regular medical
school curriculum.

A previously developed virtual world (Forterra Systems Inc,
OLIVE, game development platform) with prehospital CPR
training capabilitieswasimplemented. In mixed groups of three,
the subjects attended two structured two-hour sessions six
months (185-204 days) apart. Figure 1 summarizes the content
and extent of the training sessions.
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Figure 1. Design of the study in atest-retest manner
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A short 10-minute lecture on adult basic life support adhered
to 2005 guidelines from the European Resuscitation Council
[27]. Besidesfocusing on when and how bystander CPR should
be performed, other life support areas—precautions when
performing out-of-hospital CPR and foreign body airway
obstruction—were briefly covered. This presentation mainly
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RenderX

served as a theoretical review of content covered during the
previous conventiona training. However, newer 2005 guidelines
had, during the time that had elapsed, been fully implemented
in Sweden. In the subsequent familiarization period, the subjects
were acquainted with the interface features of the virtual world
simulation. Theinteractionsin the virtual world were controlled
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by the subjects using the computer keyboard, mouse, and
headset. The subjects” engagement modes were assessed before
starting the scenarios using a validated 15-item questionnaire
fromwhich valuesfor positive and negative engagement modes
were calculated. This has previously been described in detail
by Hedman et al [28]. In order to also control for different
individual coping strategies during the two sessions, we
administered avalidated questionnaire described by Carver [29]
before the scenarios, in which each of 21 itemsgaveindications
of aparticular way of coping.

In the virtual world simulation, the subjects interacted in real
time with each other, a victim, and paramedics, by use of their
avatars. The trainees were instructed to approach avictim who
had collapsed in the virtual world, take the correct diagnostic
steps, and collaboratively perform the cognitive and procedural
measures associated with bystander CPR. These included (1)

Figure 2. Screenshot from scenario inside classroom
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moving to the victim, (2) checking the victim for consciousness,
(3) declaring the victim unconscious, (4) checking the victim’s
airway and breathing, (5) calling for help, (6) performing chest
compressions and rescue breaths as stated by the CPR protocol,
(7) relieving the rescuers, and (8) assisting the arriving
paramedic and giving abrief report to him. Each group consisted
of 3 medical studentstrainedin 4 role plays(ie, scenarios). The
first two scenarios occurred in a classroom followed by two
scenarios that occurred outdoorsin a parking lot. A screenshot
from the classroom scenario isshown in Figure 2. The scenarios
ended when a paramedic entered the virtual world and assisted
the group. After each scenario, the trainees received classroom
feedback from an instructor. The feedback focused on the
bystander CPR protocol and how the actions performed in the
scenario complied with the protocol. In general, the feedback
sessions took 5 minutes or less.

During the second session held six months later, the subjects
received the same curriculum without the lecture. The virtua
world scenarioswerethe same asin thefirst session. No subjects
dropped out between the training sessions.

http://www.jmir.org/2010/3/e38/
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Demographic data of the study subjects are displayed in Table
1. The values shown are based on self-report at inclusion in the
study. Therewere no significant differences between malesand
females.
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Table 1. Demographics
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Totd (n=12) Male (n=6) Female (n = 6)
Age, mean (SD) 22.6 (3.5) 23.2(4.8) 22.0(1.7)
Number with access to computer at home 12 6 6
Level of computer experience (0 to 3) median (range) 2(1-2) 2(1-2) 2(1-2)
Computer and video game use (0 to 5)° median (range) 1(04 3(0-4 1(0-2)

| evel of computer experience was graded on a 0 to 3 Likert-type scale where 0 = none and 3 = very high.
b The use of computer and video games was graded on a0 to 5 Likert-type scale where O = none, 1 = less than once a month, 2 = once every second

week, 3 = once aweek, 4 = several times every week, and 5 = every day.

In order to get information about the qualitative experiences
from thevirtual world training, aquestionnaire was administered
at the end of each session. The subjectswere asked if they found
the virtual world simulation to be redlistic, easy to use, and
useful in preparing them for future tasks. Subjects were asked
to rank their answers on 5-grade Likert type scales where 1 =
not at all and 5 = very much. Further, the subjects were asked
to state the strengths and weaknesses of the training scenarios.
The questions were open-ended, and the subjects could list as
many examples as they wished. Lastly, the subjects were asked
if they had learned anything new. Answersto thisquestion were
given aswritten free comments by the subject. These were then
fragmentized into meaning-bearing entities, analyzed, classified,
and categorized by the authors. If the same kind of answer was
given several times by one subject, it was counted as only one
occurrence to have it justly weighted.

Knowledge about the material covered by the lecture—adult
basic life support (BLS)—was measured by a written
examination using a10-item questionnaire that was administered
at the end of each session. Each question was followed by four
true-or-fal se statements. The answer was considered correct if
all four statements were correctly answered.

Perceived self-efficacy [20], as one affective component of
learning [21], was self-assessed before and after each training
session using a 5-item questionnaire where each item was rated
on a7-grade Likert-type scale. Self-efficacy wasthen calculated
as the mean value of these items.

Concentration is a skill to selectively focus on relevant
information while ignoring distractions and can be associated
with thistype of training [24,25]. Intense concentration ishighly
associated with the “flow experience”, defined as an internal
state of total focus, involvement, and absorption in an ongoing
task [22]. We used eight familiar items on concentration from
previously validated instruments for assessing flow experience
[22,28,30,31]. Concentration was measured immediately after
the first, second, and forth scenario using a 0 to 100 visual
analogue scale, and the concentration score was calculated as
the mean of all items.

The mental strain during the training was measured by one
question directly after thefirst, second, and forth scenario using
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avalidated instrument, the Borg’s CR10 scale, in which subjects
were asked to rate their mental strain on ascae of 0to 10, where
0=no mental strain at all and 10 = extremely high mental strain
[23].

Repeated measurements analysis was used to analyze time
dependent data, and regression analysis was used to evaluate
the dependency between variables. Statistical comparisons to
test differences between two groups were made by use of the
Mann-Whitney U test or by use of the Student's t test for
uncorrelated means after validation for normal distribution by
use of the Shapiro Wilk test. The within group analysis was
made by use of pairwise Student’s't test for correlated means.
Multiple comparisons of continuous data were performed by
analysis of variance. The procedure proposed by Fisher was
used to control for multiplicity [32,33]. In order to evaluate
hypotheses of variables in contingency tables, the chi-square
test was used or, in the case of small expected frequencies,
Fisher's exact test. In addition, descriptive statistics and
graphical methodswere used to characterize the data. The study
employed multiple hypotheses testing where each hypothesis
was analyzed separately and the existence of patternsin and the
consistency of the results were considered in the analysis. All
analyses were carried out by use of SAS, version 9.1 (SAS
Ingtitute, Inc, Cary, NC, USA), and the 5% level of significance
was considered. Data are presented as means (SD) or medians
(range), depending on the type of distribution.

Results

Subjective Reflections

Results of subjects scoring of realism, ease of use, and
usefulnessin future work are presented in Table 2.

Thefirst two questions were asked after both sessions, but there
were no significant changes and the data are presented as mean
values of both sessions. The questions on usefulness were only
asked after session 2.

The subjects answers to the question pertaining to strengths
and weaknesses of the simulated scenarios are summarized and
presented in Table 3.
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Table 2. Subjects’ scoring on realism, ease of use and usefulness in future work

Question? Female Male
(n=6) (n=6)
mean (SD) mean (SD)

Did you find the simulations realistic?®d 392(029)  3.04(0.79)

Did you find the computer program easy to use? 388(0.74)  4.17(0.58)

How useful do you think these exercises would be for learning to react to a medical emergency? 450(0.55)  4.17(0.41)

How useful do you think these simulation exercises would be for learning to work together as members of ahealth 4.67 (0.52) 4.00 (0.63)

careteam?

8 scoring performed on 1 to 5 grade Likert-type scale where 1 = not at all and 5 = very much.
b Question asked after both sessions. Mean values are combined scores for both sessions. No significant changes were found over time

€ Question asked only after session 2. Seetext for details.

d Difference between males and females statistically significant (P < .05, t22 = 3.76).

Table 3. The subjects’ answers to the question pertaining to strengths and weaknesses of the simulated scenarios.

Answer Categories

Number of Statementsin Category

Strengths
Suitable and realistic environment
Good way to repeatedly practice
Necessary to adapt to changing circumstances
Easy and straightforward
Training teamwork aspects
L earning about own reactions
Weaknesses
Tasks too easy, more options wanted
Lack of realism and environment not rich enough

Technical problems

N N )

23

In response to the question, “Have you learned anything new,”
11 subjects said yes and one subject said no. When asked in
which field new learning had occurred, 8 of 12 subjects
responded that new learning was mainly attributable to a newer
version of CPR guidelines, 4 of 12 responded they had learned
more about teamwork, and 4 of 12 said they had learned more
about working under stress. When discussing how
scenario-based team training in the virtual world was perceived,
atypical comment was, | think that it isagood way of learning,
which can attract a large group of experienced computer users
more than other CPR education (with a manikin, although the
manikin is needed to get the practical aspect).” Another
reoccurring comment was a request for more “situations (with
greater variation), preferably [with] people around, which
increases stress and sense of reality.”
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Other Individual Experiencesand Strategies

Engagement modes and coping strategieswere stable over time
(data not shown). In Figure 3, box-plots illustrate self-efficacy
at baseline and after training.

A significant increase was observed in self-efficacy for the
whole group after the first session and also after the second
session. Further, there was a statistically significant difference
in self-efficacy between males and females before the training.
Themean (SD) self-efficacy for female subjectswas 5.47 (0.47);
the corresponding value for male subjects was 6.20 (0.40) (P
= .015). Theresafter, no difference in self-efficacy was observed
between males and females. The change of concentration over
timeis shown in Figure 4.
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Figure 3. Sdlf-efficacy in the study group
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Figure 4. Scatter plot depicting the individual score for concentration at each scenario
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Inthefirst session, the mean (SD) concentration value was 54.2
(13.7) during the first scenario. During the second scenario, it
had increased to 58.7 (15.8), and during the fourth scenario, it
reached 63.1 (15.6). In the second session, the corresponding
values were 59.3 (5.1), 65.1 (10.4), and 66.6 (9.4) respectively
(P = .006). For female subjects, mean (SD) concentration
increased from 60.1 (10.6) to 71.4 (4.4), whereas for men, the
increase was from 48.3 (14.8) to 61.8 (10.9). No significant
changes in mental strain were noted over time either in the
complete group or in any of the subgroups. However, over all
scenarios, the mean (SD) mental strain value for men was 1.2
(0.7), significantly lower than for women whose mean (SD)
mental strain value of all scenarioswas 3.7 (1.7) (P <.001). No
correlation between mental strain and gaming experience was
found.

Knowledge

The mean (SD) results on the written examination was 8.0/10
(1.6) after the first session and 6.25/10 (1.5) after the second
session. This 20 percent drop was statistically significant (P =
.002).

Discussion

As, to our knowledge, very few examples of virtual world-based
team training using avatars exist in the medical field, our

http://www.jmir.org/2010/3/e38/

objective was to understand how the use of this tool for CPR
training was perceived by medica students. Despite leisure
gaming being common and popular, it is debatable whether it
can be useful inthefield of serious games. Animportant finding
was that the subjects, in general, felt positive about the virtual
world training experience. Although all subjects had previously
participated in traditional CPR training, a majority learned
something new, and all were positive toward further virtual
world training. Interestingly, the subjects rated the future
potential and usefulness of thistype of training highly. Although
many of these findings must be regarded as context specific, it
appeared that the major benefits from thistype of training were
in its usefulness to practice repeatedly in a scenario-based
setting. The subjectsfound thetraining quiterealistic, easy, and
straightforward. Contrary to conventional CPR training
curriculum, team aspects, probably important for real-life
outcome, wereintroduced in thistraining. Also these measures
seemed to be appreciated by the trainees. The weaknesses with
the virtual world training were mainly related to the virtual
environment itself; realism, increased diversity among the
scenarios, and more challenging medical cases were asked for.
Although there were several occurrences of technical
imperfections, we found comments from only two subjects
regarding technical problems.
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Therelatively high scores of self-efficacy found before thefirst
training session, partly explained by recent conventional CPR
training, increased to even higher scores after the training. After
6 months, the self-efficacy scores showed a numeric decrease
that did not, however, reach statistical significance. After the
second session, the scores increased again. We interpret this as
an indication that virtual world scenario-based team training
can be used effectively to rebuild confidence, if not competence.
Despite the small sample size, it is important to note the
differences between female and male subjects. The ratings for
the femal e subgroup werein thisaspect inferior, indicating less
confidence, compared with those of the male subgroup during
the whole study period.

Previousresearch has shown that effectivetraining is correl ated
with a high degree of concentration [24,25]. During the first
session, subjects concentration was on a medium level and
increased over time. Thistrend was also replicated in the second
session. The reason for this could be due to subjects’ clearer
understanding of the tasks, their better control over how to
maneuver in the virtual world, as well as their having fewer
technical problems. However, increased ability to concentrate
might also come from learning to work as a team, that is, as
teamwork becomes smoother and the resuscitation process is
perceived as more effective and rewarding, concentration
increases. In the exit questionnaire, we noted that generally the
scenarioswere considered quite easy. However, it didn’t appear
asif the perceived easiness of the scenarios had any detrimental
effects on concentration, athough if the scenarios were better
matched to expectations, it could be hypothesized that scores
on concentration in general would be even higher. The higher
score on concentration for the female subgroup might indicate
a higher degree of involvement of females in these scenarios.

The experienced mental strain was in the medium or low range
of thetest scale. Mental strain can certainly be modified by the
trainer, the expectations, and the setting of the training. High
scores might be typical for the real world CPR situation, but
generadly too much mental strain might hamper learning.
Interestingly, even with moderate mental strain, several subjects
found the training to be useful in learning about their own
reactions to stress. The difference between male and female
subjectswas obvious and persistent over time, indicating higher
involvement in the task among the female subgroup during the
scenarios. Although the level of previous gaming experience
seemed to be higher in the male group, it islesslikely that this
fact contributed to the higher mental strain in the female
subgroup, since no correl ation between gaming experience and
mental strain was found. Also, women in this study did not
experience technical difficulties to a greater extent than men.

One intention in this study was to assess whether situated
learning occurred. Therefore, the theoretical lecture on CPR
allowed a common level of knowledge among the subjects to
be set. Thelecture was omitted in the second session. If situated
learning did occur to any greater degree, we would expect the
subjectsto activate and retain this knowledge merely by repeated
practice. We observed a significant decrease in knowledge of
BL S between thetest and retest. Assessing knowledge retention
was possible by using the same quiz about information provided
in a theoretical lecture. What this drop of knowledge actually
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reflected is debatable; the content of BL S is somewhat broader
than bystander CPR, therefore, some aspectswere not practiced
in the virtual world. Hence, it could be argued that part of the
knowledge that wastested was not actively sustained by training.
One could a so argue that this observation could reflect the lack
of haptic chest compressions in MMVW simulation. Adding
psychomotor activity, that is, simulated chest compressions,
might increase the fidelity and enhancelearning aswell asrecall
of knowledge. In Sweden and many other countries, the
established procedure of the resuscitation community is that
annual training is warranted for professionals, and biannual
training or less frequently for nonprofessionals. These long
intervals may account for the poor efficacy of current training
methods [34,35]. A potential solution may be to increase the
sense of presence by adding a CPR manikin to the MMV W for
a more engaging and integrated opportunity to practice and
establish the routine.

These are clearly important aspects that are not specifically
addressed in current CPR education and training. The reactions
from the students al so support further development of this tool
asmany inthisgroup asked for more training options, technical
possibilities, and different medical scenarios. Finaly, the
observation of lower confidence, reduced sense of self-efficacy,
higher levels of concentration, and the greater mental strain
experienced by females suggest the need for further studies of
how different students learn resuscitation with this method.
Further systematic studies with control groups are needed to
understand the main reasons for such differences, that is,
whether these are biological, cultural, or adaptive. We are
unaware that these individual experiences have been evaluated
with current manikin-based training methods. In order to better
understand the nature of the experiences of traineeswhen using
MMVW to learn CPR techniques, it would aso be interesting
to focusin depth on trainees’ reactions and reflections. Another
important areato be covered by future studiesis how thetrainers
and stakeholders react to virtual world training. If this type of
training is to be successfully implemented, it is of paramount
importance that these groups find value in such alternative
training methods.

Previoudly identified weaknessesin current CPR practiceinclude
stress, time constraints, lack of nontechnical skillsamong team
members, uncertainty over the need to act, risk of inflicting
harm, and lack of procedural competence. Virtual world training
can address the majority of these problems. Most obviously,
MMVW can be used to train the procedural competence, but
the strictly physical aspects (eg, how to perform rescue breaths
and chest compressions) cannot be trained with the current
method. Hence, thistype of virtual world training cannot stand
alone to train people in CPR. Instead, it can be used to help
students gain cognitive and team training skills, and therefore
it can work as an adjunct to other manikin-based training.

Engagement modes and coping strategies were stable over time,
and probably did not affect the students” performance and other
subjective reactions differently during the sessions.

To summarize, scenario-based virtual world team training of
CPR using avatars seems to be engaging and elicits positive
changes in students’ subjective experiences. The results
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demonstrate the potential of serious gaming technology as a
new tool in medical education and training. Once the problem
of the developmental costs of software has been solved, virtual
worlds for training for medical emergencies might be easy to
disseminate and be engaging, as well as enable new teaching
strategies and pedagogic devel opment.

Limitations

An obvious limitation of this study is its small sample size.
However, the purpose wasto perform asmall exploratory study
with a new training tool in an established learning context
(medical schoal). Thetraining effects might have been sensitive
to factors other than training, such as technical difficulties,
attitudesin thewhole group towardsthistype of scenario-based
simulator training, and previous computer and video game
experiences. One way to partly control for this type of biasin
the present study was the inclusion of the self-efficacy
instrument and questions in the exit questionnaire. Our choice

Creutzfeldt et al

of the 6-month interval may have exceeded the capability of
the subjectsto recall accurately the details of CPR performance;
shorter intervals may produce more favorable results.

Conclusions

Cardiopulmonary resuscitation is a critical competence that is
necessary to disseminate in society in order to save lives. With
anew emerging generation of health care staff accustomed to
gaming technology since childhood, serious gamesfor education
and training have a great potential. Although more evaluations
on the effectiveness and customizing of this technology are
necessary, we have found supporting evidence for
scenario-based virtual world training to be used to supplement
and reinforce traditional education and training, in particular,
to prolong retention of knowledge and procedural order.
MMVW training using avatars offers several advantages since
it is easily distributed, requires no specialized equipment, and
may be carried out as distance training.
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Abstract

Background: Both intratreatment and extratreatment social support are associated with increased rates of smoking cessation.
I nternet-based social support groups have the capability of connecting widely dispersed groups of people trying to quit smoking,
making social support available 24 hours a day, seven days aweek, at minimal cost. However, to date there has been little research
to guide development of this particular feature of Web-assisted tobacco interventions (WATIS).

Objective: Our objectives were to compare the characteristics of smokers who post in an online smoking cessation support
group with smokers who do not post, conduct a qualitative analysis of discussion board content, and determine the time it takes
for new users to receive feedback from existing members or moderators.

Methods: Datawere collected from StopSmokingCenter.net version 5.0, aWATI equi pped with an online social support network
moderated by trained program health educators that was operational from November 6, 2004, to May 15, 2007. Demographic
and smoking characteristics for both users and nonusers of the online socia support network were analyzed, and qualitative
analyses were conducted to explore themes in message content. Posting patterns and their frequency were also analyzed.

Results: During the study period, 16,764 individuals registered; of these, 70% (11,723) reported being American. The mean
age of registrants was 38.9 years and 65% (10,965) were female. The mean number of cigarettes smoked was 20.6 per day. The
mean score for the 41% (6849) of users who completed the Fagerstrom Test for Nicotine Dependence was 5.6. Of all registered
members, 15% (2562) made at least one post in the online socia support network; 25% of first posts received a response from
another member within 12 minutes, 50% within 29 minutes. The most frequent first posts were from recent quitters who were
struggling with their quit attempts, and most responses were from members who had quit for a month or more. Differencesin
demographic and smoking characteristics between members who posted on the support group board at least once and those who
did not post were statistically but not clinically significant.

Conclusions; Peer responsesto new userswere rapid, indicating that online socia support networks may be particularly beneficial
to smokers requiring more immediate assistance with their cessation attempt. This function may be especially advantageous for
relapse prevention. Accessing this kind of rapid in-person support from a professional would take an inordinate amount of time
and money. Further research regarding the effectiveness of WATIs with online socia support networks is required to better
understand the contribution of this feature to cessation, for both active users (posters) and passive users (“lurkers’) alike.

(J Med I nternet Res 2010;12(3):€34) doi:10.2196/jmir.1340
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Introduction

Extensive evidence exists to prove the effectiveness of severa
traditional behavioral interventions for smoking cessation,
including brief or intensive advice, individual or group
counseling, tailored self-help, and telephone quitlines[1,2]. As
access to the Internet continues to expand globally and an
increasing number of individuals turn to the Internet to search
for health information [3], agrowing number of individualsare
likely to seek help on the Internet with quitting smoking in place
of or as an adjuvant to more traditional forms of treatment. The
wide reach of these Internet-based interventions thus provides
an opportunity to impact tobacco use at a population level [4].
A review of several randomized controlled trial s concluded that
tailored, interactive, Internet-based interventions significantly
increase abstinence rates compared with untailored written or
Web-based materials, and their effectiveness appears to be
similar to intensive face-to-face counseling [5]. However,
insufficient evidence and considerable heterogeneity in design
at present prevent any reliable conclusions or recommendations
regarding the effectiveness of Web-assisted tobacco
interventions (WATIs) to be made [1,5]. Thus, further research
is necessary to characterize the different features of WATIsand
how they are experienced by users in order to determine for
whom and by what mechanisms WATIs may be effective.

Online Social Support for Health

Based on evidence from traditional behavioral interventions,
current cessation guidelines recommend that all smoking
cessation interventionsincorporate an element of social support
[1]. Meta-analytic findings indicate that providing either
intratreatment or extratreatment social support significantly
increases the odds of smoking abstinence at follow-up (OR =
13, 95% Cl = 1.1-1.6 and OR = 15, 95% CI = 1.1-2.1,
respectively) [1]. Access to the Internet affords the possibility
to connect individual s worldwide 24 hours a day, seven days a
week, at minimal cost, eliminating barriers to in-person group
participation due to factors such as childcare, disability, and
employment.

Cutronaand Suhr [6] devel oped a coding schemethat classifies
socia support behavior under two broad categories: “ nurturant”
and “action facilitating.” Nurturant types of socia support help
the person cope with the situation without necessarily solving
the problem. Subcategories include “emotional support” (eg,
“I know how you feel. The crankiness was the worst part for
me too, but it does pass’), “esteem support” (eg, “don’t let that
dip get you down, | know you can doit”), and “socia network
support” (eg, “I am glad you are part of this support group, and
we are hereto help you”). Action facilitating social support, on
the other hand, is usually subcategorized into “informational
support” that intends to help solve the problem causing stress
(eg, “you can drink a glass of water when you have acraving”)
or “tangible support” (eg, “I will send you a book on smoking
cessation medications and the name of an excellent specialist”).
Several content analyses of posts on online communities for
health conditions such as irritable bowel syndrome [7],
Huntington's disease [8], and HIV/AIDS [9], have utilized
Cutrona and Suhr’s [6] coding scheme and identified that all
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five subtypes of socia support are evident in posts, with
informational and emotional support most frequently offered
[7,8,9]. However, Coursaris and Liu [9] noted that not al post
content fit into this social support framework, and thematic
analysisidentified an additional three themesthat were seen as
facilitating social support: sharing personal experiences,
expressing gratitude, and offering congratul ations.

In the addictions field, there have been very few published
studies that have examined the content of poststo online social
support groups. In a study of AlcoholHelpCentre.net (AHC)
[10], analyses of 474 posts made by registered problem drinkers
reveadled that the most common themes were providing
encouragement and suggestions to other forum members and
expressing gratitude for support received. Of the 155 registered
members of AHC, 32% made at least one post on the forum,
and those who posted did not differ significantly on any
demographic characteristics compared with those who did not
post.

To date there has only been one published qualitative analysis
of posts to an online smoking cessation forum, part of the
primarily French-language website, www.Stop-tabac.ch, a
nonprofit WATI [11]. Burri [11] analyzed all 1033 messages
posted in April 2005 by 97 ex-smokers who had quit smoking
within the past 6 months. The most frequent theme identified
among posts was providing emotional support and
encouragement, followed by persona stories and opinions,
congratulations to quitters, commonplace remarks often not
related to tobacco, and expressing gratitude to other forum
members. Discussing smoking cessation medications, giving
practical advice and tips, and asking for information or
emotional support were among the least common themes.

However, a number of features of the study by Burri and
colleagues [11] limited its generalizability to other online
support groups for smoking cessation. The forum was not
moderated by a professional, and members were segregated
according to their “ stage of change” [12]. Therefore, thefindings
only reflected the experiences of recent quittersin the “action”
stage, who comprised the sample. Segregation by stage of
change may have prevented these members from observing or
communicating with other members at different stages, and
other online support boards that do not share this design may
exhibit differences in interactions between members.

Current Study

The purpose of the current study was to explore seeking and
providing social support on a moderated online smoking
cessation support group board. In particular, we sought to answer
the following research questions:. (1) Are there any differences
in demographic or smoking-related characteristics that
differentiate smokers who choose to post on an online smoking
cessation discussion board and those who do not chooseto post?
(2) What topics prompt someone to make a first post on a
smoking cessation discussion board, and do specific topics
prompt members to post more quickly after joining an online
community? (3) Are any topics morefrequently or more quickly
responded to by other members of an online support group?
The current paper attemptsto answer these questions using data
collected from the English language StopSmokingCenter.net
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(SSC), version 5.0, a free-access WATI with both a self-help
behavior change program and an online socia network
moderated by trained health educators.

Methods

Description of the Program

Version 1.0 of the SSC was officialy launched on September
28, 2000. Since launch, the program has been updated five times,
with the most recent version of the SSC (6.1) released on
January 1, 2008 (see Figure 1). At the time of data collection,
the life cycle of version 5.0 had been longer than version 6.0
and 6.1 and thus provided agreater quantity of datafor analysis;
therefore, data for the current study were collected from the
lifecycle of SSC version 5.0, which lasted from November 6,
2004, through May 15, 2007 (the study period). Version 6.1
differsfrom version 5.0 in the information architecture (1A) of
the program's behavior change program. Version 5.0 was based

Figure 1. Screenshot of StopSmokingCenter.net 6.1 home page
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on tunnel 1A design, which guided users through a strict,
step-by-step series of interactive exercises.Version 6.1 of SSC
utilizes a free-form matrix 1A design, which allows users to
freely explore all program elements and self select interactive
exercises, information, and tools. The decision to modify the
program from the tunnel |A design to the free-form 1A design
was based on current literature outlining how individual s utilize
eHealth programs [13] and results from usahility testing at the
Centre for Global eHealth Innovation in Toronto, Ontario.
Recent evidenceindicatesthat the free-form |1 A designincreases
usability [14]. However, it isimportant to note that version 5.0
utilized the same support group software as version 6.1 of the
SSC, and users of version 5.0 were permitted to post in the
support group at any time following program registration, asin
version 6.1. Therefore, although there are differencesin version
6.1 in access to behavior change exercises, information, and
tools, accessto the support group of the program was the same
inversion 5.0 asin version 6.1.

The sTup sMﬂm"E Email: | | Login
GENTEH Password:| | Join Now
Forgot your password? Clidk hers.
HOME FORUMS TOOLS & RESOURCES HOW THE PROGRAM WORKS MORE HELP

Welcome to the Stop Smoking Center 6.1!

Topay’s Top DiscussioNns

All aboard for a warm and wet train ride

Hot 5i02
March 11 2010 10:51 AM

Tuesday pledge
memie
March 11 2010 10:03 AM

11 Month's Down the Drain

Jan58
March 10 2010 11:20 PM

How CAN WE HELP YOU?

Are you concerned about your smoking? Are you trying to quit or are you thinking about quitting?

Signing up is free and easy and gives you access to lots of tools and information:

Create your own personalized quit program

Connect with other quitters who have been where you are
Optin to receive email and text messages

Setyour quit date and start counting down!

If you're just looking for more infarmation you can also read about the of smoking,
d hand smoke.

benefits of quitting, common guestions about quitting and the effects o

L want to quit smoking in the next &
months

I've recently tried to quit but I've
slipped

I've quit smoking and I'm looking for
some help to stay smoke free

l don't want to quit smoking

Siagn up now to get started. Mew accounts are given on afirst come, first serve basis. Evolution Health
Systems Inc. donates 10 free memberships each day, available to the first 10 visitors. Ify

1 would still

like to use the tools and features, we offer links to our community partners who also offer the S5C

program.

You do not have to purchase any products to use this free program. Please remember that this program

is notto replace the advice of a healthcare professional.

E\’{_Ill.lﬁ[)ﬂ This program is for educational purposes and is notto replace the advice of your family physician or other health care provider. @ 2000-2010

D Health Evolution Health Systemns Inc.

There were no fees to access the program; however, to
participate and post messages in the program, registrants must
have agreed to abide with a user agreement and consented to
the use of their anonymous data for research purposes. The
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program does not sell, advertise, or promote any products, and
user data were not sold to any third party. Registration enabled
aunique ID number to be assigned to each member and allowed
for tailored information to be provided to the member. Following
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registration, a unique password was sent to the member’s email
address. The unique password permitted the member accessto
all of the program’s tools and services.

Following registration, memberswere ableto use al of thetools
within thetailored quit program, participatein the online social
support group, email questions to the program’s trained
moderators (health educators), receiveinspirational emails, and
chat with other members via the program’s Quitting Buddies
Instant Messaging program. If a health care professiona or a
researcher registered with the program for review purposes,
they were asked to endorse a second checkbox to indicate their
health care professional or researcher status and their datawere
discarded from the database. Unregistered visitors had the ability
to view and search all posts and all message threads within the
program’s support group. However, to participatein discussions
or use other features of the program, registration was required.

Selby et a

Once members endorsed the user agreement and accessed their
tailored program, they had the additional ability to upload
specific information to their personal profile, which could be
displayed as part of their support group post(s). The personal
profile was optional, but if used, personal profile information
was then in the public domain and could be viewed by other
members as well as by users who had not registered, known as
“lurkers” Members could provide within their profile an avatar
or uploaded image as well as personal information including
their sex, age, country of origin, occupation, and hobbies.
Members could also add atagline or signature to their posts and
could select to display all, some, or none of their personal
profile. In addition to optional personal profile information,
members usernames, dates they joined SSC (registered), and
numbers of posts to date were automatically displayed in their
support group posts (see Figure 2).

Figure 2. Screenshot of a sample StopSmokingCenter.net 6.1 support group post

Iama Quitter Jan 03,2010 (02:27 PM)

Hi ta all the fellow quitters, and soon to be quitters 2}

I'm on day three of my quit and the biggestissue | have had so faris that my sleep has been

View Profile disrupted. | have always been avery deep sleeper. Once | fall asleep, I'm asleep until maorning.
Posts: 4 Since | quit| have not been sleeping well at all, | wake up in the night several times.

Joined: Oct 28, 2009

Gender: Female

Country: Canada

Occupation: Accounting Manager,
CGA

Hobbies: Hiking, Camping,
Traveling, Scrapbooking

Is this common?

My Milage;

My Quit Date: 1/1/2010
Smoke-Free Days: 2

Cigarettes Not Smoked: 25
Amount Saved: $10.40

Life Gained:

Days: 0 Hrs: 6 Mins; 4 Seconds; 59

lama Quitter

=iprint = mail

4

All posts made within the support group boards were published
instantaneously but were reviewed by the program’s health
educators via WebTriage. WebTriage enabled health educators
to review, approve, edit, or delete posts (see Cunningham et a
[10] for more details). Health educators could a so communicate
directly with membersviaemail to ensure appropriate behavior
and edit or delete member posts. All program health educators
were paid employees of Evolution Health SystemsInc and were
trained to only give brief, behavioral advice and wereinstructed
to not provide one-on-one counseling, discuss specific instances
of medication use, or provide psychiatric advice.

Ethical Consider ations

All members, having completed the registration process,
consented to the use of their anonymous data for research
purposes. During registration, an explanation was provided to
participants asto how their information would be used and how
privacy would be maintained. Registration or log-in was not
required to access the support group boards, therefore all posts
were in the public domain. To further protect member privacy,
anonymity was promoted and potential members were
encouraged at registration to use free email services such as

http://www.jmir.org/2010/3/e34/
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Hotmail, Yahoo! Mail, or Gmail. The current study was
approved by the Research Ethics Board at the Centre for
Addiction and Mental Health (#456/2007).

M easures and Data Collection

Data collected during the study period were extracted from the
program’s customized structured query language (SQL) server
database. Information on demographics (age, gender, and
country of residence) and smoking behavior (number of years
smoked and number of cigarettes smoked per day) collected at
registration was extracted.

One of the exercises members had the option of completing
following registration was the Fagerstrém Test for Nicotine
Dependence (FTND) [15], a widely used self-report measure
of nicotine dependence. The FTND is composed of six items
including questions assessing number of cigarettes smoked per
day, time to first cigarette in the morning, smoking whenill,
and difficultiesrefraining from smoking where prohibited. High
levels of nicotine dependence are classified by scores of 6 or
higher. The coefficient alpha for the current sample was .63,
similar to the value reported by the scale developers (alpha =
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.61) [15]. Scores were extracted for all members who opted to
complete the FTND.

Information regarding quit status was not requested at the time
of registration. However, the majority of posts on the support
group boards contained information regarding quit status. In
addition to content posted (eg, “ I’ ve been smoke-freefor 3 days
now"), the optional “My Quit Date” exercise allowed members
to automatically append quit date information onto each post
as part of their signature (eg, quit date, number of smoke-free
days) (seeFigure 2). Using both of these sources of information,
all first postswere coded for the quit status of the member who
posted. Similarly, the content of first replies to first posts was
coded to determine the quit status of the member who posted

the reply.

For each member, date and time values were extracted from the
SQL server database for (1) completion of the registration
process, (2) first post, where applicable, and (3) first reply to
first post, where applicable. Thisallowed for calculation of time
elapsed (in hours) between registration and first post and
between first post and first reply. In addition, the content of all
first postsand first replieswas extracted for qualitative analysis.

Data Analysis

The content of all first posts was analyzed using content
analysis. Themes were identified using an inductive approach
grounded in the data as opposed to adeductive approach guided
by existing theory and/or predetermined categories or themes.
The fourth author (DP), an employee of Evolution Health
Systems|nc and afourth year nursing student, coded the content
of each post and identified a list of themes. Many posts
contained more than a single theme.

http://www.jmir.org/2010/3/e34/
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Background information (ie, demographic and smoking
variables) and themesfor first postswere entered into adatabase
for analysis. Chi-sguare and t tests were computed to compare
groups on categorical and continuous variables, respectively.
Time to first post and time to reply variable distributions were
significantly skewed and kurtotic; therefore, nonparametric
Mann-Whitney U testsand Kruskal-Wallistests were conducted
to determine whether time to post or reply varied by absence
or presence of atheme or amember’s quit status, respectively.
Medians and ranges are reported in place of means and standard
deviations for nonnormally distributed variables. Statistical
analyses were conducted with SPSS version 15.0 (SPSS Inc,
Chicago, IL). In light of the large sample size and number of
comparisons being made, significance was set at the more
stringent level of P < .01 to reduce type | error.

Results

Demogr aphic and Smoking Char acteristics

During the study period 16,764 smokers (“members’) had
registered with SSC version 5.0. Of these 16,764 registrants,
15.3% (2562) made at | east one post to the support group boards
(“posters’), while 84.7% (14,202) did not post (“nonposters’).
(See Table 1 for demographic characteristics of posters and
nonposters.) The average smoker who registered with SSC was
39 years old, had smoked for approximately 20 years, smoked
a pack a day, and had a moderate to high level of nicotine
dependence. The mgjority of smokers were female. Although,
there were no clinically significant differences between posters
and nonposters, the completion rate of the FTND was almost
double among posters compared with nonposters. This likely
reflected greater engagement in the process of smoking cessation
by those who posted.
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Table 1. Demographic and smoking characteristics of registered members of StopSmokingCenter.net version 5.0 (November 6, 2004, through May

15, 2007)
All Registered  Posted On Did Not Post P Value?
Members Support Group ~ On Support Group
Boards Boards
Demographic Characteristics (n=16,764) (n=2562) (n=14,202)
Female, % (n) 65.4(10,965)  70.1(1795) 64.6 (9170) <.001
Age (years), mean (SD) 38.9(11.3) 40.4 (10.8) 38.7 (11.3) <.001
Country of residence <.001
United States, % (n) 69.9(11,723)  73.5(1882) 69.3 (9841)
Canada, % (n) 12.6 (2104) 12.3 (315) 12.6 (1789)
United Kingdom, % (n) 7.1(1191) 6.2 (159) 7.3 (1032)
Other, % (n) 10.4 (1746) 8.0 (206) 10.8 (1540)
Smoking characteristics
Years smoked, mean (SD) 19.9(11.2) 21.6 (11.0) 195 (11.2) <.001
Cigarettes per day, mean (SD) 20.6 (10.6) 22.2(10.9) 20.4 (10.5) <.001
Completed FTND, % (n) 41.0 (6849) 66.7 (1708) 36.2 (5141) <.001
FTND score®, mean (SD) 5.6 (2.3) 58(2.2) 5.5 (2.3) <.001
High level of nicotine dependence 54.9 (3759) 58.3 (996) 53.7 (2763) <.001

(FTND score > 6)b, % (n)

aDifferences in demographic and smoking characteristics are statistically significant, but are not clinically significant.
b Based on subsampl e that completed the FTND (n = 6849)

. . themes—overall and according to quit status—is presented
First Poststo Online Support Group within Table 2. The most common theme that emerged overall

There were 2562 first posts to the online support group. A was seeking support or advice with quitting.
complete list of the most relevant first post coding
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Table 2. Themesin first posts to support group by members of StopSmokingCenter.net version 5.0 (November 6, 2004, through May 15, 2007)

Quit Status

Total® Not Quit Quit Quit P value?
(n = 2562) (n=637) < 1 month > 1 month
(n=1401) (n=228)

Theme of First Post % (n) % (n) % (n) % (n)

Struggling with quitting and seeking support or advice 28.0 174 34.6 329 <.001
(717) (112) (485) (75)

Responding to another member’s post or comment 17.6 74 16.8 325 <.001
(451) (47) (236) (47)

Question or comment about cravings or triggers 15.3 10.2 195 11.0 <.001
(391) (65) (273) (25)

Question or comment about withdrawal symptomsor postcessationweight  16.1 5.7 20.7 232 <.001

gain (413) (36) (290) (53)

Discussing need to quit for own health or the health of others 13.6 22.1 12.8 6.1 <.001
(348) (141) (179) (14)

Sharing atip or strategy about quitting 6.8 0.5 6.5 20.2 <.001
174) (3) (92) (46)

Had adlip or relapse 6.2 5.8 6.7 4.8 A7
(158) (37) (94) (11)

Question or comment about nicotine replacement therapy or other quitaid 4.5 5.2 35 6.6 .04
(115) (33) (49) (15)

Encouraged to quit by family member or friends 3.7 5.0 3.6 18 .07
(95) (32 (51) 4

Joining in a“stats parade” or “rally cry” to celebrate achievement (eg, 1.7 0 18 5.3 <.001

number of days smoke free) (44) 0) (25) 12)

Expressing adesire to quit 12 22 13 0 .04
(32) (14) (18) ©)

Financial motivation to quit 11 20 11 0 .048
(29) (13) (16) )

Having technical difficulty with the website 0.7 0.3 0.6 04 74
(19) ) () @

Surprised or concerned about how easy the first few days had been 0.2 0 04 0 .16
(6) ) (6) )

Told to quit by health care professional 0.2 0.3 0.2 0 .68
(6) ) ©) ©)

8Total includes members whose quit status could not be determined.
b Based on subsample with quit status information available (n = 2266)

Approximately 54.7% (1401/2562) of members who posted a
message on the support group boards had recently quit smoking
(ie, < 1 month prior), 8.9% (228/2562) had quit more than 1
month previously, and 24.9.% (637/2562) had not quit smoking
yet but had set a future quit date or expressed a desire to quit.
Quit status could not be ascertained for 11.6% (296/2562) of
support group posters.
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Considering the necessary steps to register, navigate to the
support group, and write a personal message, it isinteresting to
note that 25% of all first posts to the support group occurred
within 20 minutes after registration, 50% of first posts occurred
within 3 hours of registration, and 75% of first posts occurred
within 81 hours of registration (see Figure 3).
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Figure 3. Timeto first post on support group by members of StopSmokingCenter.net version 5.0 (November 6, 2004, through May 15, 2007)
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Presence (versus absence) of the theme discussing the need to
quit for one's own health or the health of otherswas associated
with afaster time to post (median 1.0 hours, range O - 13,030
vs median 4.7 hours, range 0-17,524; Mann-Whitney U =
300,598; P < .001). In contrast, presence of several themes
associated with providing support to others were associated
with a slower time to first post, namely: responding to another
member’s post or comment (median 29.3 hours, range 0-13,827
vs median 1.7 hours, range 0-17,524; U = 323,156, P < .001);
sharing atip or strategy about quitting (median 72.0 hours, range
0-15,638 vs median 2.3 hours, range 0-17,524; U = 123,133, P
<.001); and joining in a “ stats parade” or “rally cry” (median
71.3 hours, range 0-11,161 vsmedian 2.8 hours, range 0-17,524;
U = 35,080, P < .001) whereby membersjoinin celebration and
congratul ations of another member’s achi evements (eg, number
of days smoke-free). Stats parades and rally cries could have
occurred regularly (eg, every Friday) or spontaneously.

Time to first post varied significantly by quit status
(Kruska-Wallis H,= 118.2, P < .001). Follow-up post-hoc
Mann-Whitney U tests revealed that members that had not quit
(median 0.9 hours, range 0-8,448) posted sooner than members
who had quit for lessthan one month (median 10.0 hours, range
0-17,089; U = 348,520, P < .001), or more than one month
(median 178.6 hours; range 0-17,518; U = 41,143, P < .001).
Members who had quit less than one month previously were
also faster to post compared with members who had quit for
more than thirty days (U = 111,611, P <.001).

First Replies

A total of 79.5% (2036/2562) of repliesto first postswerefrom
other members. An additional 15.6% (399/2562) of replieswere
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from health educators. Only 2.7% (68/2562) of posts did not
receive aresponse. The remaining 2.3% (59/2562) of “replies’
were made by the same member who originally posted (eg,
adding more information or “bumping” their post) and were
excluded from further analyses.

Almost half (48.5% or 33/68) of all posts that did not receive
a reply from either another member or moderator had been
posted in response to another member’s thread. The second
most prevalent theme among posts that did not receive areply
was sharing atip or strategy about quitting (23.5% or 16/68).
Both of these themes were significantly more prevalent among
posts that did not receive a reply than among posts that did
receiveareply at theP <.001 level (x?, = 46.62 and X%, = 30.31,
respectively). No other first post themes were significantly
associated with agreater or lower likelihood of receiving areply
or not. Examining responses from membersonly (ie, excluding
moderator responses), no theme was associated with a lower
likelihood of receiving a response when it was present versus
absent within afirst post. However, first posts that were joining
ina“stats parade” or “rally cry” were significantly more likely
to receive areply from another member (2.3% vs 19.0%; x2=
7.92, P = .005) compared with posts that did not contain this
theme.

Replies from other support group members were quick, with
25% of first posts receiving a reply within 12 minutes, 50%
within 29 minutes, and 75% within 1 hour and 30 minutes (see
Figure4). Timetoreply tofirst postsfrom moderatorswas very
similar in length, with 25% received within 14 minutes, 50%
within 33 minutes, and 75% within 1 hour and 27 minutes.
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Figure4. Timeto first reply to first post from a support group member of StopSmokingCenter.net version 5.0 (November 6, 2004, through May 15,

2007)
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Struggling and seeking support or advice was the only theme
associated with afaster timeto reply from another support group
member (median 0.4 hours, range 0-8622 vs median 0.5 hours,
range 0-1,386; U = 378,756, P <.001). Themes associated with
a slower time to reply by other support group members when
they were present (versus absent) within a first post were
responding to another member’s post or comment (median 0.9
hours, range 0-1386 vs median 0.4 hours, range 0-8,622; U =
245,691, P < .001) and sharing atip or strategy about quitting
(median 0.8 hours, range 0-567 vs median 0.5 hours, range
0-8622; U = 105,534, P <.001) .

The majority of replies were made by members who had quit,
35.0% (713/2036) by members who had quit within the past
month, 49.0% (997/2036) by members who had quit for more
than 1 month but less than 1 year, and 6.6% (135/2036) by
members who had quit for more than one year. Only 1.4%
(28/2036) of members who posted a first reply had not quit.
Quit status could not be determined for 8.0% (163/2036) of
response posts. Quit status of memberswho posted areply was
not related to the themes of the first posts replied to. The quit
status of memberswho replied was al so not associated with the
length of time to post areply (Hs=3.86, P = .28).

Discussion

Findings from the current study revealed that 15% of members
of an online smoking cessation program chose to make a post
on the support group boards. First posts were made relatively
quickly—50% within three hours—and members most
frequently conveyed that they were seeking support and advice.
Provision of support was prompt, with 50% receiving a reply
within 29 minutes. Responses were even faster when posts
communicated that a member was seeking support, revealing
that the support group board did function to provide members
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with an immediate source of support not available with most
traditiona interventions. Whilefirst postswere most often made
by recent quitters or those planning to quit, those who had quit
for a month or longer were more likely to reply and provide
support to other members.

Principal Results

Only a small minority of StopSmokingCenter.net members
chose to actively participate on the support group boards by
posting at least one message, suggesting that other self-help
quit program components may have been more appealing.
However, an additional unknown number of members may have
benefited sufficiently from lurking and reading posts alone.
More than haf of lurkers on online discussion board
communities report that “just reading/browsing is enough” as
areason for not posting [16]. Research has shown that lurkers
gain many of the same benefits of online support groups as
those who actively post, including developing a strong sense
of community [17]. For example, arecent study of Dutch online
support groups for breast cancer, fibromyalgia, and arthritis
found no difference between lurkers and posters across arange
of self-reported empowering outcomes such as being better
informed, increased optimism and control, enhanced self-esteem,
increased acceptance of the disease, and feeling more confident
about treatment [18]. The only exception was that posters
reported a greater enhancement of their social well-being
compared with lurkers. Together these findings suggest that
moreindividuals may utilize and benefit from online discussion
boards than can be judged by examining the frequency of posts
and number of individuals posting. The absence of substantive
differences between posters and nonposters further supportsthe
possibility that existing content on discussion boards could
potentially have also met the needs of those who did not post.
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In contrast, An and colleagues[19] found that active (ie, posting)
but not passive (ie, reading) online community engagement was
associated with increased smoking abstinence rates among
WATI users at 6-month follow-up. Path analysis revealed that
the association between active online community engagement
and abstinence was accounted for in large part by increased use
of interactive quitting tool s and one-to-one messaging. Whether
these findings indicated that active online community
engagement promoted engagement with other features of the
Web-based program, or vice versa, could not be determined.
Nevertheless, these findings suggested that posting was
associated with overal engagement with the Web-based
program, which other research has established as a predictor of
subsequent smoking cessation outcome[20]. Clearly, additional
research is necessary to examine and compare the experiences
of lurkers and posters on support boards, including the impact
on smoking cessation outcomes.

Similar to findings from Stop-tabach.ch [11], more than half of
the posters on the support group boards were recent quitters,
and another quarter were in the preparation stagesto quit. This
suggests that people may require more support during the early
stages of their quit process then during other timesin their quit
process. Because the quit status of smokers who did not post
could not be determined in both studies, it is not clear whether
or not nonposters or lurkers are at the same stage in the quit
process as posters or if smokers are more likely to lurk at one
stage and post at another. Smokers who were planning to quit
were quicker to make a first post after registration, and
discussing the need to quit for health reasons was al so associated
with a faster time to first post, suggesting a more immediate
need for support for those who desire or are planning to quit.

Seeking support and advice was the most common theme
identified in first posts among both recent and longer term
quitters. Although less prevalent than among those who had
quit, seeking support and advice was the second most common
theme among members planning to quit. Thus, it isevident that
one of the most common reasons that prompted a member to
make afirst post on the support group board was to seek help.

In addition to seeking support, several themesamong first posts
also revealed that provision of support to other members also
prompted membersto make afirst post. Providing support was
more evident among those who had already quit, particularly
members who had quit for more than one month. Consistent
with this was the finding that almost half of all replies to first
posts were made by members who had quit for more than one
month but lessthan one year, while only 1% of those who posted
the first reply to afirst post had not yet quit. Thus, it appears
that members who had more experience with the quit process
may have been more comfortable or inclined to provide advice
or support to other members, providing posters aresponse from
someone they could identify with while allowing the responder
to model their behavior and reinforce their own commitment
to quitting by articulating a response. Moreover, these posts
and exchanges al so allowed for vicariouslearning by al viewers
of the posts. Taken together, these findings reflect principles of
social cognitive theory modelsin action [21]. Whether members
who had quit for longer were more inclined to provide a
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particular type of support (eg, informational or emotional) was
not examined in the current study but may have differed.

Degspite the fact that those providing support were slower to
maketheir first post, repliesfrom other support group members
were quite rapid. This demonstrates the almost immediate
support that smokers can receive online, asignificant advantage
over severa other types of more traditional supports. This
feature may be particularly relevant for relapse prevention.
However, particular features of first posts—date of registration,
number of posts to date, and introductions (eg, “I’'m new
here”)—may trigger a more prompt response and may not be
reflective of the timing of responses for all posts.

Replies to first posts were primarily from other support group
members rather than health educators, and only 2.7% of posts
did not receive aresponse. Almost three-quarters of posts that
did not receive areply from another member or moderator had
been posted in response to another member’s thread or were
sharing atip or strategy about quitting. These types of messages
may have been less likely to have been seeking a response,
especialy given that not all first posts began a new discussion
thread. In fact, first posts that conveyed that the member was
struggling and seeking support or advice received asignificantly
faster reply, while posts that were responding to another
member’s post or comment or sharing atip or strategy about
quitting received slower replies. This suggests that other
members responded to the needs of those who were seeking
support and they received it faster.

Limitations

One limitation of the current study was that the content of first
posts was analyzed by one coder and resources were not
availableto determineinterrater reliability with asecond coder.
Future research would benefit from including a second coder
to enhance and verify the reliability of findings.

It isimportant to keep in mind when interpreting results of the
current study that they reflect the content and timing of first
posts and first replies and may not be generalizable to later
(second, third, etc) posts or replies. Members that are more
active on the discussion boards and go on to post second, third,
or more posts may differ from those who are less active in
posting on discussion boards. Furthermore, as smokers become
more active on discussion boards, their posts may vary over
time on severd factors, including content and timing.

The support group analyzed in this paper has been operating
for almost a decade, and the tone and style of messaging that
has evolved in this particular support group, aswell asthedesign
of the broader behavioral program it is embedded within, may
not be representative of other support groups, eHealth
interventions, or WATIs. Aswell, the population who used the
program were self-sel ected and found the program through their
independent search initiatives and may not be representative of
all smokers who have used WATIs or online support groups.

Conclusions

When considering the most common themes of first posts, as
well as the relatively short time to first post, the SSC support
group may be regarded as a peer-to-peer social support tool for
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those who are struggling with quitting, particularly recent
quitters, who require immediate support. Responses to first
postsweretimely and would have otherwise required the smoker
to make an appointment to see a professional or track down a
quit buddy. This provides smokers an opportunity to seek timely
help which, if effective, may avoid a relapse back to smoking.
Based on these findings, WATI devel opers and researchers may

Selby et a

beinclined to create content and tool s such asrelapse prevention
support and resources that appeal to this specific population.
Further, asthe program analyzed in this study was not advertised
and the population was self-selected, there may be a large
number of recent quitterswho are seeking these types of services
and would benefit from health promotion effortsthat alert them
to the availability of these types of programs.
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Abstract

Background: The development of health information technologies should be informed by iterative experiments in which
gualitative and quantitative methodol ogies provide a deeper understanding of the abilities, needs, and goals of the target audience
for apersonal health application.

Objective: Our objective wasto create an interface for parents of children with attention-deficit hyperactivity/disorder (ADHD)
to enter disease-specific information to facilitate data entry with minimal task burden.

Methods: We devel oped an ADHD-specific personal health application to support data entry into a personally controlled health
record (PCHR) using a three-step, iterative process. (1) a needs analysis by conducting focus groups with parents of children
with ADHD and an heuristic evaluation of a prerelease version of a PCHR, (2) usability testing of an initial prototype personal
health application following a“think aloud” protocol, (3) performance testing of arevised prototype, and (4) finalizing the design
and functionality of the ADHD personal health application. Study populationsfor the three studies (focus groups and two usability
testing studies) were recruited from organizations in the greater Boston area. Study dligibility included being an English- or
Spanish-speaking parent who was the primary caretaker of a school-age child with ADHD. We determined subjects' health
literacy using the Test of Functional Health Literacy in Adults (TOFHLA). We assessed subjects' task burden using the National
Aeronautics and Space Administration (NASA) Task Load Index. To assess the impact of factors associated with the time spent
entering data, we calculated Pearson correlation coefficients (r) between time on task and both task burden and subject
characteristics. We conducted t tests to determineif time on task was associated with successful task completion.

Results: The focus groups included three cohorts: 4 Spanish-speaking parents with diverse health literacy, 4 English-speaking
parents with lower health literacy, and 7 English-speaking parents with higher health literacy. Both the initial usability testing
cohort (n=10) and the performance-testing cohort (n = 7) included parents of diverse health literacy and ethnicity. In performance
testing, the prototype PCHRS captured patient-specific data with a mean time on task of 11.9 minutes (SD 6.5). Task burden
experienced during data entry was not associated with successful task completion (P = .92). Subjects' past computer experience
was highly correlated with time on task (r = .86, P = .01), but not with task burden (r = .18, P = .69). The ADHD personal health
application was finalized in response to these results by (1) simplifying the visua environment, (2) including items to support
users limited by health literacy or technology experience, and (3) populating the application’s welcome screen with pictures of
culturally diverse families to establish a personal family-oriented look and feel.
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Conclusions: Our patient-centered design process produced a usable ADHD-specific persona health application that minimizes

the burden of data entry.

(J Med Internet Res 2010;12(3):€36) doi:10.2196/jmir.1269

KEYWORDS

Attention deficit disorder with hyperactivity; patient-centered care; personal health record; computerized medical record systems;
user-computer interface; comprehension; questionnaires; software design

Introduction

Pediatric chronic disease management requires timely and
effective information exchange between health providers and
parents of affected children. Parents' reporting of health data
is the first and most elemental information task in a series of
collaborative steps between a parent and a pediatric health
provider that result in health-promoting actions.
Attention-deficit/hyperactivity disorder (ADHD) isan archetypal
pediatric chronic disease where parents’ ability to communicate
information to health providers directly impacts management
[1,2]. Optimal disease control requires medication dosetitration
to optimize behavior control with mitigation of side effects—a
process that is difficult for practices and populations to make
operationa [3].

While the classic model of office-based and paper-driven
information exchange with the physician asthelocus of control
often fails to gather data needed for ADHD care[3], electronic
health information technologies offer innovative alternatives.
A personally controlled health record (PCHR) [4,5] provides
an electronic mechanism for patient-driven data capture and
communication with health providers [6,7]. Although such
PCHRsare endorsed for their potential to impact chronic disease
management [8,9], examples of the functionaity and
effectiveness of products are limited. The user interface of a
well-designed personal health application should provide a
mechanism for the collection and organization of information
from patients with a range of health literacy and technology
skills, while maintaining the capacity to codify answers and
communicate them in a standardized fashion to
clinician-controlled electronic medical record systems.

Successful implementation of atechnology dependson amatch
between the system design and the users expectations and
abilities. It has long been recognized that employing a
user-centered design and development process is essential for
ensuring aquality user experience[10-12]. Technology quality
has been defined by the ease of learning, overall workload
requirements of task completion, error avoidance and reduction,
and meeting predetermined performance metrics [11,12]. The
degree to which a given system maps to the knowledge and
ability of the user determines the quality of that technology
experience. By employing auser-centered devel opment process,
the likelihood of achieving a successful technology-to-user
match is increased significantly.

In the current study, we limited our design focus to the tasks
surrounding parents one time data entry of a child's current
ADHD status, assuming that any long-term success of a
patient-driven technol ogy requires a successful first experience

http://www.jmir.org/2010/3/e36/

for parents, as has been show in usability research in
e-commerce[13,14]. Thefocusof our formative design process
and iterative usability testing was on parents needs,
expectations, and performance [15,16]. The goas for
development were (1) to create a Web-based interface for
parents of children with ADHD to enter disease-specific
information, (2) to implement a universal design with a visual
layout, navigational cues, and workflow that isusable by parents
across arange of health literacy and technology skills, and (3)
to create an interface to facilitate data entry with minimal task
burden.

Methods

Prototype Development

Over many decades, a technology development process has
emerged to address the needs of the user. The first stage in this
process is a needs assessment in which users goas and
expectations of the task are determined, typically through
observations, interviews, and focus groups [10,17-19] before
being articulated as specific user requirements. Next, various
design prototypes are explored to identify the optimum
implementation of a given requirement. This is accomplished
through a series of prototypes and participatory walk-throughs
with actual or intended users[11,17]. Finally, the implemented
design is tested to assess the degree of match with the users
mental models, error prevention and recovery, and overall
learning and workload requirements [12,20]. Employing a
user-centered devel opment strategy significantly increases the
likelihood of a successful technology implementation.

To achieve the first step in information management to inform
ADHD care—getting accurate data from parental reportersvia
an interface that imposed minimal task burden—we followed
an iterative three-step development process. First, we
concurrently performed a user-centered needs analysis using
focus groups and a heuristic evaluation [21] of the main menu
and medication data entry pages of a prerelease version of a
PCHR before any ADHD-gpecific application had been created.
During this phase, a three-person panel composed of aclinical
informatician, usability specialist, and software engineer
devel oped the requirements used to create the application. The
discussions and final consensus for the panel’s decisions were
informed by the formative data gathered through heuristic
review and focus groups. From this work, a preliminary
prototype was developed, which we then tested following a
“think aloud” protocol with parents of diverse health literacy
and technology skills to explore how parents experienced data
entry tasks. Redesign based on this usability experiment
produced a second prototype with which we completed
performance tests with a different cohort of parents focused on
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time on task, the task experience (as measured by the National
Aeronautical and Space Administration [NASA] Task Load
Index), and parents’ success in completing specific data entry
tasks. Results from the performance test were used to finalize
the design of the ADHD data entry tool.

Study Population

Three subcohorts of subjectsfor the three studies detailed below
(ie, focus groups, initial usability testing, and performance
testing) were recruited by a research associate from a broad
coalition of organizationsin the greater Boston area, including
the Children’s Hospital Neighborhood Partnership and the
Pediatric Practice Organization at Children’s. Study eligibility
required being an English- or Spanish-speaking parent or
guardian of a school-age child (5 to 18 years of age) reported
to cary a diagnosis of hyperactivity, impulsivity, or
attention-deficit/hyperactivity disorder (ADHD). Parents had
to have confirmed they were the child’'s primary caretaker
responsible for communicating with the child's primary care
physician and school. For the usability testing, these inclusion
criteriawerefurther restricted to require the index child to have
been currently taking a stimulant medication for at least 2
months.

Subjects’ health literacy level was determined based on parents
completion of the brief Test of Functional Health Literacy in
Adults (TOFHLA) [22,23]. We defined lower hedlth literacy
as TOFHLA scores of 80 or less. We assumed that subjects
would be (1) knowledgeable about the child’s medical history
and recent behavior and (2) motivated reporters.

Baseline Needs Analysis

Needs Assessment: Parents as | nformation Providers

The following 3 focus groups of parents were assembled from
the study population (see above): (1) four English-speaking
parents with lower health literacy and/or lower educational
achievement (high school education or less), (2) seven
English-speaking parents with at least a college education and
higher health literacy, and (3) four Spanish-speaking parents
with diverse health literacy. Experienced moderators (authors
BL and RB) followed focus group scripts to encourage
discussion of (1) words used in ADHD care, (2) medications,
(3) formsthat parents are asked to fill out, (4) use of computers
to input health data, and (5) parents’ preferences and ideas for
how behavioral data and medication data might be displayed
using preliminary design sketches as examples. Our process
was consistent with the methods espoused by Gibbs [24].

For analysis of the focus group data, we employed a variation
on content analyses [20] commonly used in the social sciences,
such as grounded theory [25] and narrative explanatory model
[26] methodologies. We first assembled and reviewed the

http://www.jmir.org/2010/3/e36/

Sox et al

collected data (ie, audio recordings, notes, and transcripts)
generated for each focus group. Data for each group session
were examined to identify majority opinions, dissenting
opinions, examples, and anecdotes from the 5 topic areas that
framed the discussion for that particular group. Summative
opinions and recurring terms were then compared across the 3
focus groupsto identify any differencein the pattern of collected
data. A group of 3 individuals (the 2 moderators and the
observer for the sessions) discussed the data and arrived at
consensus for what findings represented a uniform result or a
difference based on language or health literacy. The consensus
findings were then separately reviewed by the first author to
confirm their validity against the interview transcripts. No
formal reliability measures were employed during the analysis
of this qualitative data.

We offer thefollowing demonstration of how the categorization
of the focus group results informed the development of the
initial prototype. Asked to explain theterm “impulsive,” parents
uniformly gave a consistent description. In contrast, presented
the term “inattentive,” parents with lower health literacy stated
“argumentative” and “ provocative” were similar to “ inattentive,”
while parentswith higher health literacy stated that “ can’t focus”
was similar to “inattentive” This discrepancy in the
interpretation of a core ADHD symptom reinforced the need
for the interface to use language familiar to all users.

Heuristic Evaluation

Specific displays for the user-interface (the viewer) of a
prerelease version of the Indivo platform were analyzed by a
single physician-informatician trained in human factors and
information design. The main menu page and the medication
data entry page were examined from the perspective of a parent
who would engage the system for the first time with the intent
of initiating documentation/tracking/management for ADHD.
The informatician examined each display for its information
density, structure, semantics, and navigational cues with the
intent of discovering opportunities to improve how the system
would support culturally diverse parents with a range of skills
in the areas of technology and health literacy.

Initial Prototype: Design and Architecture

In response to the finding of the needs assessment and heuristic
evaluation, detailed in the “ Results” section, the prototype was
devel oped within a prerel ease version of Indivo, an open-source
PCHR with strong security features and robust interoperability
for data exchange between el ectronic health data sources[4,15].
To create the capacity for childhood ADHD clinical information
management within Indivo, we initiated the development of a
personal health application to support patient-driven data entry
asacritical first step in designing an information management
system that would demonstrate value longitudinally.
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Figure 1. Screenshot from medication entry screen of the prerelease Indivo user-interface used in the heuristic analysis
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Initial Usability Testing

Cognitive Walk-through Protocol

The initial prototype was tested in July 2007 at the Bentley
Design and Usability Center (Bentley University, Waltham,
MA, USA) using a cognitive walk-through protocol in which
subjects were “instructed to verbalize their thoughts as they
perform aparticular experimental task” [27]. A trained facilitator
led each subject through the protocol using a standard script
that invited participantsto enter data about their child's ADHD
medications and behaviors beginning with the phrase, “I will
ask you to perform several tasks using the computer to enter
information about your child.” (The full script of the test is
available in Multimedia Appendix 1). During testing, we
collected observations made about usability issues such as how
subjectschoseto enter data (eg, typed medication namesasfree
text or selected from a drop-down list). While using the initial
prototype, subjects wereinvited to describe their reactionsto it
[20,27]. For example, subjects entering data might ask
themselves, “Am | receiving adequate confirmation of my
actions?’ The facilitator further explored subjects’ emotional
responses and opinions generated by entering data. To expose
problems that would otherwise not be captured, subjects were
asked to explain comment or intents of initiated actions.
Collected data included audiovisual recording of users' verbal
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reactions and facial expressions, and on-screen mouse
movements. Each testing session was conducted individually
and lasted approximately 1.5 hours.

Using well-accepted social science analytic methods [28], we
analyzed and summarized the collected data (ie, video
recordings, notes, and NASA index ratings) to identify the
usability issues and their causes, which included areas of
confusion, unfamiliar or ambiguous terminology, lack of
consistency across screens, navigation issues, and thelike. After
the multidisciplinary team analyzed the rich qualitative data
generated by following the think-aloud protocol during the
initial usability tests, the team prioritized the findings before
generating recommendations for revising the persona health
application. Subjects’ computer experience was determined by
subjects’ reports and observations made by investigators during
testing sessions [22,23], which was then categorized as high,
moderate, or low (ie, does not use computers).

Initial Prototype Redesign

In response to commentsfrom initial user testing (see* Results”
section and Table 3, which summarizes the changes made to
theinitial prototypein responseto the identified problems), the
prototype was refined before it underwent performance testing.
Of note, the medication module was significantly redesigned
with specific attention to semantics around dose and frequency
(see Figure 2).
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Figure 2. Screenshot from the medication module of the revised prototype used in the performance testing of the ADHD personal health application
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back || enter |

Perfor mance-Based Usability Tests Using the Second
Prototype

We conducted a series of performance tests of the redesigned
prototype with 7 subjects, none of whom had been involved in
theinitial think-aloud testing. Subjectsin the performance tests
had a range of health literacy, education, and computer
experience (see Table 1 for subject characteristics).

During performance tests, the facilitator introduced the general
task to the parent following a script that introduced the
performance test to parents reminding them of the general
purpose of the reporting tool and that they would complete the
task independent of help from the observer in the room (see
Multimedia Appendix 2). To minimize contamination of
performance data, facilitatorsdid not intervene or assist subjects
in task compl etion. Subjects were observed until they said they
had completed all task steps or had reached task failure and had
no desire to continue. Performance testing lasted 1.5 hours
during which audio-visual recording similar to the think-aloud
test was maintained. The primary outcomes assessed included
successful task completion, the task completion time, and the
NA SA Task Load Index, an established measure of task burden
[29].

As participants in performance testing did not think aloud
(unlike the initial usability tests), analyses relied primarily on
task success and failure data as well as observed areas of

http://www.jmir.org/2010/3/e36/

RenderX

confusion. To determineif time on task was linearly associated
with NASA Task Load Index scores or subject characteristics
(ie, previous computer experience), we calculated Pearson
product-moment correlation coefficients. We conducted t tests
to determineif time on task was associated with successful task
completion.

Results

Baseline Needs Analysis

Needs Assessment

We found that parents attached a range of descriptorsto ADHD
as a condition. Some descriptors were specific to the formal
medical definition (eg, hyper, disorganized, and hard to control),
while others addressed comorbid conditions (eg, anxious, angry,
and fixation on certain topics).

Parents were shown alternative presentation formats for a
behavioral questionnaire with 55 items. Formats displayed
included one question per screen, groups of questions, and a
longer list that would require scrolling. This questionnaire
included the previously validated Vanderbilt Parent Assessment
Scale, [30] which collects data on ADHD behaviors necessary
for medication-related management decisions. Overall,
participants preferred questions presented as one long list, and
cited the efficiency of that approach. Of note, only one parent
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in the lower education, lower health literacy group preferred
the one-questi on-per-screen approach.

Parents were shown two approaches for selection of a
medication name: (1) a text box that captured spelling and
sounded features of entered letters that would match to a
medication name, and (2) avertically-oriented alphabetical list
of all prescription ADHD medications with an index of
horizontal letters and a scroll bar to facilitate rapid localization
of a given medication name. Parents endorsed the list for
sel ecting medi cations, recognizing that the names were already
spelled-out correctly. Parents also recognized the value of the
dynamic text box that could react to the likely name being
entered.

Heuristic Evaluation

Theinformation-sharing goal for the parent was to provide (or
confirm) enough information on behaviors, current medication
use, and potential side effectsto allow for inferences regarding
disease control and potential management options. The main
menu display emphasized storage and retrieval of information
at the summative level but did not show a clear roadmap for
data entry. Users challenged by health literacy or technology
experience would ask, “Wheredo | start?’ and “What can | do
with each of these labelsin the index?’

Sox et al

The view of the main menu of the prerelease Indivo displayed
the label “medication” in the left index; selecting the “add new
medication” function led to asingle screen with 7 data elements
(either text box or drop-down menu) awaiting dataentry (Figure
1). The accuracy of the data entered into the text box depended
on the users’ keyboard-specific skills, medical knowledge, and
comprehension of the labels. For example, prior research with
parents identified the concept of “dose” as problematic and
subject to multiple interpretations [31].

Needs Analysis

The focus groups and heuristic evaluation each confirmed the
need for a disease-specific personal health application that
provides atailored data entry environment for the parent of a
childwith ADHD. Table 1 summarizesthe main design features
of theinitia prototype proposed for an ADHD personal health
application based on issuesidentified during the needs analysis.
Given the importance of accurate capture of dose-specific
information on ADHD medications, astructured and hierarchical
approach to entry of datain this domain was designed in which
data entry began with name and then moved to form, then
strength, then frequency/dose, and lastly to review and edit (see
Figure 3 for dose screen). Successful navigation and data entry
required usersto recognize and interact with drop-down menus
and scroll bars using a mouse and/or keyboard.

Table 1. Summary of baseline needs analyses and heuristic evaluation linked to design of initial prototype of the ADHD personal health application

Identified Problem or Challenge

Findings of Needs Analysis and Heuristic Evaluation

Design Features Embedded Within Initial Prototype

How will the interface supportan  «

action-oriented task experience? to the task experience.2

o  Theinterface will need to match parents’ goalsfor the *
ADHD personal health application.?

How cantheinterface best support
data entry for medications?

a

try.

*  Limit medical jargon during data entry process® .

How can a survey on behavior be
displayed while simultaneously
supporting users understanding

o . 5
and limiting missing data? reading.b

Theinterfacewill need to providelocation and direction  «

Choosing from alist reduces concern about spelling.b *
e A drop-down menu approach to details specificto form
and strength will require a stepwise process of dataen-

Having all questions on one screen makesit easierto

review answers from previous items.” scroll bar for navigation.
« Alimited number of questions per screen facilitates *

Immediately display a main menu page that
summarizes tasks.

Provide an “introduction” step that explains
the tasks that follow.

«  Number the stepsin order.

At medication name entry, offer choice of us-
ing either dynamic text box or a phabetical
list.

«  Provide stepwise data entry for each attribute
of amedication.

Use of bread crumb display on-screen of pre-
viously selected attributes for a medication
supports stepwise data entry.

Display all survey items on one screen with

Embed an audio file for each question in the
survey to augment comprehension.

8 Finding from the heuristic evaluation
b Result of focus group sessions
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Figure 3. Screenshot from the medication module of the initial prototype of the ADHD personal health application tested following a think aloud
protocol
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" . . 2 subjects with TOFHLA scores less than or equal to 81 and
Cognitive Walk-through Usability Testing Results low computer experience, 1 had not graduated from high school

The 10 participants in the cognitive walk-through testing had  (see Table 2) and neither had used the Internet to find
TOFHLA scores ranging from 79 to 100 (see Table 2). Of the  health-rdlated information.
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Table 2. Characteristics of subjectsin both usability testing sessions

Sox et al

Subject ID Education Race/Ethnicity? Health Literacy Computer Experience
(TOFHLA Score)

Cognitive walk-through testing
Cw-1 College, some Black 98 Moderate
CW-2 College graduate Mixed 94 Moderate
CW-3 High school, some Black 81 Low
CW-4 Post-college degree White 100 High
CW-5 College, some Black 100 High
CW-6 High school graduate Mixed 98 Moderate
CwW-7 College, some Black 100 High
CW-8 High school graduate White 100 High
CW-9 High school graduate White 98 High
CW-10 High school graduate Mixed 79 Low

Performance testing
PT-1 High school graduate White 98 Moderate
PT-2 College graduate White 100 High
PT-3 Graduate school degree White 98 Moderate
PT-4 College graduate Black 98 High
PT-5 College, some White 96 High
PT-6 Grade school, some Black 80 Low
PT-7 College, some Mixed 98 High

@ Subjects’ racefethnicity was determined by self-report concordant with NIH policy NOT-OD-01-053.
b This assessment is a combination of subjects’ reports of past experience and observations made by examiners during usability testing.

Overall Impressions

Subjects' overall reaction to the concept of the personal health
application was positive, as emphasized by CW-1: “I think it's
awesome! It would save time by entering information before
the visit; the doctor would be better prepared.” All subjects
found the progression of data entry tasks intuitive, and most
liked the feedback they received after completing each step.
Problems identified during the usability tests are presented in
Table 3. While most found the homepage easy to use, two felt
it was visually unpleasant (eg, “bland,” and “clinical”). The
purpose of the computer system was unclear to some (ie, they
did not know whether it was to get or give information). Some
subjects felt there should be a help button on the menu.

Medication Module

Subjects endorsed the concept of a medication summary page.
Notably, 8 of 10 subjects failed the medication data entry task
for which success required a parent to enter al attributes of the
medicine (ie, name, form, strength, dose, and frequency), review
the summarized data on-screen, and endorse it as correct. The
attributes of dose and frequency created the most confusion.
For example, a subject with higher hedlth literacy and with
moderate computer experience (CW-1) remarked: “I don’t

http://www.jmir.org/2010/3/e36/

understand...what [does] it mean by ‘dose?” before leaving
the field blank. While entering data on dose, a well-educated
subject with higher health literacy and high computer experience
(CW-5) commented: “Oh, wait a minute...two doses (shakes
head)...two tablets; go back (smiles)...one tablet twice a day;
there you go (smiles while laughing).” Of note, two parents
(CW2 and CW8) entered both name and strength information
(ie, Concerta 27 mg) into the dynamic text search box, which
caused an error in returned matches and ultimate frustration for
subjects.

Participants were divided about whether they preferred the
dynamic text box or the alphabetized list. A subject with lower
health literacy, little computer experience, and no high school
degree (CW-3) noted: “You know how some people can’t really
spell the names of the medications? | would like to see the list
because you would be able to say, ‘yeah, that's the medicine.’”
Terminology about medication strength introduced confusion
for users—the drop-down list for combination medicines
displayed two numbers that represented the strength of each
component and was not intuitive. For example, awell-educated
subject with higher health literacy and high computer experience
(CW-9) noted: “I am not a pharmacist; how am | supposed to
know what 10/2.5is?’
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Table3. Summary of problemsidentified in usability testing and solutionsincorporated into second prototype of the ADHD personal health application

Identified Problem Severity Description/Reason

Design Features Embedded Within the Second Prototype

Purpose of system unclear
experience

Visually bland
significant for actual usein field

Confusion with meaning of dose and
frequency

Entry of too much detail into dynamic
search creates errors

calculated

point for all other details

Navigation within behaviora survey

problematic potential for missing data

Confusion with terminology in behav-

ioral survey responses

Moderate with regard to satisfaction with user

Minor in short term for testing purposes, more

Severein that total daily dose exposure cannot be

Severein that medication nameisprimary branch

Moderate with regard to increased frustration and

Moderate with regard to potential inaccuraciesin

Revised introductory video to better explain system

No changes for performance prototype

Revised semantics in plainer language

Limited algorithmic matching to first five a phabetical
characters entered

Behavioral survey with simplified layout and introductory
video explaining navigational features

Text-specific help feature added

Perfor mance-Based Usability Testing Results

Table 2 describesthe relatively diverse group of 7 subjectswho
participated in the performance tests. Similar to the initial
usability testing, most participants liked using the redesigned
prototype. For example, subject PT-2 commented: “It's very
simple and extremely easy to use”

Task Completion

Of the 7 subjects, 5 successfully completed all 3 data entry
tasks; subject PT-6 failed al three tasks, and PT-2 failed the
behavioral symptom task but successfully completed the other
two tasks. An example of the importance of providing users
feedback about completing an interaction task, PT-2 stated: “It
was just confusing, because it doesn't say ‘thank you for
completing the above three steps; you're finished.” You are just
sort of wondering, ‘Did | miss a question?” In addition to
having lower health literacy, less than high school education,
and low computer experience (see Table 1), PT-6's poor
performance was influenced by poor screen-scrolling skillsthat
resulted in his not viewing all the questions.

Time Requirement

The mean of all 7 subjects' total time on task was 11.9 minutes
(SD 6.5 minutes, range 7 to 26 minutes, median 9 minutes),
with the subject who failed all 3 tasks (PT-6) having the longest
time on task (26 minutes) and the subject who failed 1 task
(PT-6) having the shortest time on task (7 minutes). Users
previous computer experience was highly correlated with their
time on task (r = .86, P = .01). For the 5 subjects who
successfully finished all 3 data entry tasks, the mean task
completiontime (TCT) was 8.8 minutes (SD 1.5, range 7to 11
minutes, median 9 minutes).

Completing the behavioral modul e took subjectsthe most time.
After restricting analysesto those who completed each task, the
mean TCT for the behavioral task was 5.5 minutes (median 4

http://www.jmir.org/2010/3/e36/

minutes, range 2 to 5 minutes) compared with the medication
module’'s mean completion time of 2.2 minutes (median 3
minutes, range 1 to 5 minutes) and the side-effect module’'s
mean of .72 minutes (median 1 minute, range 0 to 1 minute).

Time on task was not associated with successfully completing
all 3 tasks (P = .27), but subjects who successfully completed
the behavioral module trended toward having briefer time on
task (mean 3.6 minutes) than the 2 who didn’t complete this
task (mean 10 minutes, P = .07). The amount of time subjects
reported having spent on completing the 3 tasks (as measured
by the temporal subsection of the NASA Task Load Index) was
correlated with the actual time they spent on the 3 tasks (r =
.74, P = .06).

Task Burden

The aggregate NASA Task L oad I ndex score was not associated
with successfully completing all 3 tasks (P = .92), nor were
scores on the effort and frustration NASA Task Load Index
subscales associated with successfully completing all 3 tasks
(P =.36 and P = .67, respectively) . Similarly, users' previous
computer experience was not correlated with their total NASA
Task Load Index score (r =.18).

Figure 4 presentsthetask burden experienced by subjects during
data entry. Subjects’ responses confirmed the low physical task
burden of using the computer even for the individual who did
not master the mechanics of the mouse. Although some subjects
experienced high frustration, their scores on the frustration
subsection of the NASA Task Load Index were not correlated
with time demands of the interface (ie, time on task) (r = .19,
P =.69). Thetwo userswith the highest frustration scores were
college-educated and had high health literacy, with one having
high and the other moderate computer experience. No clear
differenceswere evident for median task scores between subjects
who did or did not successfully complete all 3 tasks.
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Figure 4. Task burden experienced and time on task (TOT) spent by subjects while they attempting to complete the 3 tasks during the performance

testing of the revised prototype of the ADHD personal health application
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Final ADHD Personally Controlled Application
Interface

The final version of the ADHD personal health application,
which was finalized in response to the performance testing
results, simplified and personalized the visual environment (see
Multimedia Appendix 3). A panel of pictures showing children
and multicultural family units reinforces the pediatric
perspective. A line of colored rectangles creates a link across
the main menu into the submenu pages. A help buttonisovertly
visible to the user in both the left navigation menu and the top
menu on-screen. The main menu presents users an initial
message of what task steps are needed as well as confirmation
of when atask step has been completed by virtue of abluecircle
adjacent to each step changing to a green check mark. To
support complete and accurate data entry, a series of solutions
are embedded in the final design. In the behavior module,
guestions skipped by the user intheinitial process of answering
areredisplayed to encourage compl etion of each one. To address
errors dueto specifying dose, semantics around dose-unitswere
further simplified by asking “how many” for solid-based
medications and “how much” for liquid-based medications.
Doseunitsareinferred based on the specified form and strength
at an earlier point in the hierarchical process of discovery.

The final version of the ADHD personal health application
includes items to support a potential user who is limited by
health literacy or technology experience. These include brief

http://www.jmir.org/2010/3/e36/
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PT-5

PT-§ PT-7

videos that demonstrate key features (workflow and tasks) and
give hints on navigation (eg, scroll bar use). The itemsin the
behavior module and the medication names are presented with
links to audio files. In addition, in the behavior module,
alternative text language can be activated by moving the mouse
over theterms. The skills that auser must employ (and that are
consistent with minimal Web navigation) areto (1) find letters
on the keyboard and/or use the mouse to direct the on-screen
arrow to the desired location and then click on agiven selection,
(2) recognize the scroll bar as a tool for navigation, and (3)
recognizethat adrop-down menu will show potential responses
for agiven item.

Discussion

By employing a patient-centered design process, we have
successfully devel oped a gateway for the parent of a child with
ADHD to populate a PCHR with data to drive symptom
monitoring and clinical decision making. Our universal design
approach creates a single solution for display and
user-interaction with the software endorsing users' values for
colocating, viewing, and updating health information [32]. Our
medication module allows for a parent to provide information
on prescribed medications across multiple levels of granularity
in order to codify the child's total daily medication exposure
and the timing of doses. Consistent with literature [33], some
participants with limited computer skills struggled while using
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the application; our usability testing suggested that successful
data entry by users with limited technology experience may
require embedding a brief tutorial in navigation and
mouse-directed interactions within the final version of the
personal health application.

The final design for the ADHD personal health application
successfully matches parents’ expectations while entering data
essential to evidence-based treatment decisions. While the
drop-down menu creates an important opportunity for controlled
vocabulary, the choices offered to users must match up to their
own knowledge and practices to ensure accurate responses.
Consistent with existing literature [ 34,35], the study populations
of both the focus groups and usability testing met our
assumptions about parents' needs and practices (ie, parents are
knowledgeable, observant, and motivated reporters about their
children). As we hoped, the redesigned personal health
application prototype met subjects expectations. Synergy
between users expectations of a technology and their actual
experience is relevant to sustained user-engagement with a
technology over time.

Usahility testing of the ADHD personal health application
revealed that parentswho were not familiar with the mouse and
had not previoudly “scrolled” on a Web page were at a
significant disadvantage. We do not believe this finding
compromises the success of our universal design, asthe profile
of users for an electronic personal health application will
necessarily be engaged in a Web browser experience and thus
have basic scrolling and point-click skills. Importantly, our final
design embeds multiple mechanisms to support health literacy
demands, including alternative text explanationsaswell asaudio
filesthat allow for content to be heard aswell asread on-screen.

The final design of the ADHD personal health application
ensures maximal completeness and accuracy of parent-entered
data. The success of apersonal health application in promoting
the quality of care delivered for ADHD requires that sufficient
and correct information is communicated to the system. The
ADHD personal health application is currently being tested as
part of aclinical trial comparing paper-based data entry to a
computer-based mechanism with this application at its core.

We believe our solution addresses a difficult-to-solve tension
between the expectations of a highly educated, technologically
proficient parent and a parent who possesses limited knowledge
or skill in either the health or technology domains. There is
danger in adesign appearing “too simple”’ and, therefore, being
perceived by some users as less valuable or less valid as
medically oriented software. It wasinteresting to note that users
who voiced frustration during testing of the prototype were
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more often highly educated parents whose expectations for
speed, style, or functionality were not met. However, these
expectations were not core to the exchange of data so were not
judged to impact the overall task burden for the ADHD personal
health application.

The ADHD personal health application does not employ
channels such as telephony or objects such as scannable forms
used by othersin thedirect capture of medical datafrom patients
[36-38]. Our goal was to tightly couple the Web-based PCHR
construct to the input of data while preserving the ability to
flexibly display arange of question typesand deploy adjunctive
featuresto assist with accuracy in data capture. Existing systems
such as telephone-linked communications, shown to engage
and capture valid data from a diverse patient population via
structured telephone-based communication, currently do not
link to a PCHR entity that allows patients to electronically
view/update/reuse previoudly collected data. Although scannable
forms provide a familiar “paper-and-pen” approach for users,
congtraints on efficient display of items, the potential for
incomplete data from users, and the inability to support user’'s
constrained by reading comprehension make theseformsaless
than ideal solution.

Limitations

The success of our personal health application devel opment
should be considered apreliminary result. Although our usability
testing was rigorous, our sample size was small and
nonrepresentative. Performance testing in ausability lab cannot
avoid some artificiaity in the experience, and, therefore, our
parents’ report of task burden is a proxy for what might be
reported from a data entry experience at home with stress and
noise associated with afull and busy household. As our testing
examined a one-time data entry experience, we cannot report
on usability issues related to longitudinal engagement with a
PCHR where iterative data entry is required, as long-term use
can be affected by complex factors unrelated to the interface.

Conclusions

Informed by a patient-centered formative process that included
measurement of the task experience, we successfully devel oped
a usable patient-centered ADHD-specific personal health
application with minimal task burden for parents to enter data
about their child with ADHD. This work confirmed the value
of iterative usability testing for assessment and improvement
of eHealth prototypes where the users' interactive experiences
are critical to the product’s success. Any eHealth technologies
that intend to provide patient-centered solutions require a
design/re-design process that centers on the voice of the patient.

We acknowledge Michael Grossman for devel oping the software associated with this personal health application. Thiswork was
supported by the National Institutes of Health via R01 LM009256-01, “Health Literacy and Information Management in ADHD:

Designing an Optimal Record.”
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Abstract

Background: A new bilingual (English and French) Internet-based self-management program, Teens Taking Charge: Managing
Arthritis Online, for adolescents with arthritis and their parents was devel oped following a needs assessment.

Objectives. This study explored the usability (user performance and satisfaction) of the self-management program for youth
with juvenile idiopathic arthritis (JJ/A) and their parents to refine the health portal prototype.

Methods: A qualitative study design with semi-structured, audio taped interviews and observation by a trained observer was
undertaken with two iterative cycles to determine the usability (ease of use, efficiency, errors, and user satisfaction) of the user
interface and content areas of the intervention. A purposive sample of English-speaking (n = 11; mean age = 15.4, standard
deviation [SD] 1.7) and French-speaking (n = 8; mean age = 16.0, SD 1.2) adolescents with JA and one of their respective
parents/caregivers were recruited from 2 Canadian tertiary care centers. Descriptive statistics and simple content analyses were
used to organize datainto categories that reflected the emerging usability themes.

Results: All of the participants had access to a computer/Internet at home; however, adol escents were more comfortable using
the computer/Internet than their parents. Adolescents and parents provided similar as well as differing suggestions on how the
website user interface could be improved in terms of its usability (navigation; presentation and control usage errors; format and
layout; as well as areas for further content development). There were no major differences in usability issues between English-
and French-speaking participants. Minor changesto the website user interface were made and tested in asecond cycle of participants.
No further usability problems were identified in the second iterative cycle of testing. Teens and parents responded positively to
the appearance and theme of the website (ie, promoting self-management) and felt that it was easy to navigate, use, and understand.
Participants felt that the content was appropriate and geared to meet the unique needs of adolescents with JIA and their parents
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as well as English- and French-speaking families. Many participants responded that the interactive features (discussion board,
stories of hope, and video clips of youth with JJ/A) made them feel supported and “not alone” in their illness.

Conclusions: We describe the usability testing of a self-management health portal designed for English- and French-speaking
youth with arthritisand their parents, which uncovered several usability issues. Usability testing isacrucial step in the development
of self-management health portals to ensure that the various end users (youth and parents) have the ability to access, understand,
and use health-related information and services that are delivered via the Internet and that they are delivered in an efficient,

effective, satisfying, and culturally competent manner.

(J Med Internet Res 2010;12(3):€30) doi:10.2196/jmir.1349

KEYWORDS

Juvenile idiopathic arthritis; Internet; usability testing; self-management; adol escent

Introduction

Juvenileidiopathic arthritis (JA) isthe most common rheumatic
diseasein childhood [1]. JA can negatively impact all aspects
of hedth-related quaity of life (HRQOL) [2]. Disease
management is often complex, involving diverse multifaceted
therapies over long periods of time that require frequent
monitoring. As children mature, they are expected to assume
increasing responsibility for disease management concomitant
with their growing independence and autonomy [3]. However,
adolescents' acceptance of and ability to implement this
increasing responsibility is not always optimal, thereby often
reducing the potential benefits of treatment and adversely
impacting HRQOL [4]. In the absence of cure, improving
HRQOL through better disease self-management becomes
critical [3].

Self-management interventionstypically encompass educational
strategies designed to achieve optima patient knowledge,
understanding, beliefs, and skill acquisition aswell asto provide
meaningful socia support [5]. However, the vast majority of
adolescents with JA do not receive comprehensive disease
education linked with self-management strategies due to (1)
difficulty accessing these services (eg, no services availablein
many geographic areas, language barriers, or long-wait times),
(2) limited availability of trained professiona s (eg, psychologists
and nurses) especialy in rural and remote areas, and (3) costs
(eg, time away from school for students or time away from work
for parents) associated with these therapies [6,7]. There is a
clear need for developing alternative and acceptable ways to
deliver self-management therapies to youth with JJA and their
families.

With emerging interactive and communication technologies
(eg, eHedlth), new mediafor the delivery of hedth interventions
are now available [8]. The Internet has emerged as one of the
top health information resources and mode of socid
communication for youth and is, therefore, ideally suited to the
provision of online health care services to adolescents [9].
Internet interventions are treatments based on effective
face-to-face interventions (eg, cognitive-behavioral therapies
and psycho-education) that are transformed for delivery viathe
Internet with the goal of improved health outcomes, such as
symptom reduction. Usualy, such interventions are highly
structured, self-guided or partly self-guided, tailored to the
user’s needs, and interactive [8]. While this is a burgeoning
field, the Internet remains arelatively new medium for delivery

http://www.jmir.org/2010/3/e30/

of health carefor children[10]. Formal evaluations of theimpact
of Internet health interventions on health outcomes, level of
resource utilization, and user satisfaction have lagged far behind
their development [11]. Furthermore, thereis a paucity of high
quality multilingual Internet health information at an appropriate
reading level for youth with JA and their parents, and no
Internet-based self-management program for youth with JA
exists[12].

We developed the Teens Taking Charge: Managing Arthritis
Onlinetreatment program. This program isamulti-component,
interactive Internet-based program consisting of JA-specific
education, self-management strategies, and social support (in
the form of a discussion board and video clips) designed for
youth with JIA and their parentsthat isavailablein English and
French. This program was developed and evaluated using a
sequential phased approach consisting of program development,
usability testing, and outcome evaluation [13]. In Phase 1, the
content of the Internet program was devel oped based on aneeds
assessment of adolescents with JIA and their parents [14]. In
Phase 2, formative evaluation of the usability of the Internet
program was tested and is the focus of this paper. In Phase 3,
the feasibility of the intervention was recently evaluated in a
pilot randomized controlled trial prior to conducting a
large-scale multicentered trial to determine the program’s
effectiveness [15].

Usahility testing isacritical stepin the development of Internet
interventions and solicits end-user feedback to learn what works,
what doesn't, and where gaps in information or functionality
exist using iterative cyclesto refinethe prototype [16,17]. These
factors may impact the frequency of use, understanding, and
the likelihood that a user will implement the recommendations
[8,16,17]. Usahility testing can aso help determine the
appropriateness of the website interface and content [18],
especially whenitisdesigned for different audiences (eg, youth
and parents) and delivered in different languages. The usability
of the Teens Taking Charge: Managing Arthritis Online
treatment program was assessed in terms of user performance
(ease of use, ease of learning, errors, and efficiency) and
satisfaction with content, user interface, and functionality of
the program.
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Methods

Patient Selection

Adolescent/parent dyads were recruited from 2 large
rheumatology clinics in university-affiliated pediatric tertiary
care centers. Dyads were eligible to participate if (1) the
adolescents were 12 to 18 years of age, (2) the adolescent had
been diagnosed with JIA by a rheumatologist, and (3) both
adolescent and parent were able to speak and read English or
French as their primary language. Adolescents were excluded
if they had major cognitive impairments or comorbid medical
or psychiatric illnesses that may have impacted their ability to
understand and use the Internet program. Eligible patientslisted
on the participating hospitals' rheumatol ogy database registries
were sent astudy information letter inviting them to participate.
This method was supplemented by convenience sampling of
patients attending a regularly scheduled clinic visit to achieve
a heterogeneous sample in terms of age and disease severity.
The study was approved by research ethics boards at both sites.

Study Design and Procedures

A qualitative usability testing approach with semistructured,
audio taped interviews and observation by a trained observer
was undertaken, with iterative cycles to determine the usability
of the Internet intervention and to further refine the prototype
[16,17]. This design approach was based on the concept of a
““hermeneutical circle’” as described by Snodgrass and Coyne
[19], which is an iterative process of implementing a design,
learning and understanding from discussion and feedback, and
making subsequent design refinements. This iterative rapid
design development approach concentrated on testing the
user-interface with afocus on user performance and satisfaction.

After giving informed consent, participants were asked to
complete a general information questionnaire that included
questions about demographic characteristicsand level of comfort
with computers and the Internet. A heath information
guestionnaire was completed by a research assistant to gather
additional demographic and disease-related data from the
patient’s chart (duration of illness, disease subtype and the
rheumatologist’'s global assessment of the patient’s disease
severity rated on 10-cm visua anal ogue scale) [20]. Adolescents
and their parents then participated in separate 30- to 45-minute
semistructured usability testing interviewsin aquiet roomwith
computer and Internet access. Participants were given a brief
explanation of the online program by the research assistant. The
sessionswere audio taped and participantswere asked to “ think
aloud” asthey worked through a“live” version of the program.
Participants were guided to move through a standardized list of
features in each of the 12 modules, which included content,
graphics, video clips, interactive components, animations, and
the discussion forum, while commenting on any difficulties
they had. It was anticipated that participants would be able to
move through al of these tasks during the usability interview
(ie, within 40 minutes). The research assistant also recorded the
length of the sessions and made field notes about any problems
encountered during the sessions (eg, tracking participant
navigation errorsand program errors) aswell as ease of use and
learning. At the end of the session, participants were asked a
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series of questions using a semistructured interview guide to
ascertain user satisfaction and suggestions for improving the
program (See Multimedia Appendix 1). Interviews were
conducted in two iterative cycles, one cycle per site. Following
the first iterative cycle with English-speaking participants,
changes were made to the user interface screens based on
problems identified from the content analysis of the taped
interviews and field notes. The revised user interface was then
evaluated in a second iterative cycle with French-speaking
participants.

Internet Self-management Program

The Internet program is a 12-module interactive
multi-component treatment protocol that consists of JJA-specific
education (eg, common problems associated with treatment and
disease), self-management strategies (eg, how to deal with pain
and stress), and social support (eg, monitored discussion boards
and narratives in the form of written stories and video clips of
adolescents with JJA). There are two modules specifically for
parents to help them promote healthy teens behaviors. The
program content was devel oped by ateam of expertsfrom across
Canada, written at a grade 6 to7 reading level, and geared to
the needs identified by adolescents and their parents [14]. The
Teens Taking Charge: Managing Arthritis Online treatment
program is composed of 310 content pages (approximately
156459 words), flash files (animations), images, videos, forums
(separate adol escent and parent discussion boards, surveys, and
interactive forms (eg, weekly knowledge quizzes). The entire
program was trand ated into French using forward and backward
translation as well as being reviewed by Francophone medical
experts. The video clips of teens for the French site were
recorded with Francophone adolescents and their parents in
Montreal to ensure they were culturally competent.

In the website architecture, four applications are integrated
together to provide the experience of a single website to the
users. These applicationsinclude (1) the content application for
both English and French, which is delivered by the
AboutKidsHeal th.cacontent management system; (2) theforums
application, which provides a framework for creating and
managing discussion forums for the users; (3) the survey
application, which provides support for creating, managing, and
gathering survey questions and responses; and (4) the custom
application, which provides management of interactive
questions. Each of the applications hasits own database model
where data are managed and stored. Security and restriction of
the program are based on the ASPNET membership model and
ensurethat only authenticated userswith the allowed permission
(ie, role) are ableto view the allowed content and to participate
in the private forums. The membership model works across
several applications and accommodates a single sign-on process
so usersdo not haveto sign in to every application and thus can
move across the applications seamlessly. Users get the best
experience of the Teens Taking Charge: Managing Arthritis
Onlinetreatment program with Internet Explorer 6/7 and Flash
player 9+ on aWindows X P/Vistaplatform. The given computer
requirements ensure that users are able to view the animation
and video streamswithin the siteand aswell view the embedded
interactive forms, which are delivered via an AJAX interface
that captures the responses to a database. The AJAX interface
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reduces the number of clicks and pages to keep the user
experience intuitive. Please see Multimedia Appendix 2 for an
overview of the Teens Taking Charge: Managing Arthritis
Online progam.

Data Analysis

The quantitative data from the questionnaires was analyzed
using SAS version 9.1.3 [21] to determine measures of central
tendency and the distribution of values. Interviews were audio
taped and transcribed verbatim. The French interviews were
transcribed directly into English by two bilingua
transcriptionists. Field notes taken during the interviews were
also transcribed and included in the analytic process. Simple
content analysis was performed after each iterative cycle, with
categories emerging form the usability research questions (ie,
learnability, efficiency, errors, and satisfaction) and frequencies
calculated [22]. Initialy, the English (iterative cycle 1) and
French (iterative cycle 2) interviews were analyzed separately.
Minor modifications to the website were made based on the
first iterative cycle of testing and were subsequently evaluated
in the second cycle of testing. No further modifications to the
prototype were made based on the second iterative cycle of
testing. The data from these two cycles were similar and
provided a strong source of triangulation for the developing
themes. To ensure anonymity, al participants were identified
by pseudonyms, and quotes were identified by participant type
(adolescent = A; parent = P) [23].

Stinson et al

Results

Sample Selection and Participant Characteristics

Patients meeting the study criteria who attended clinics from
August 22 through October 2, 2008, were invited to participate
inthisstudy at thetwo sites. Of the 20 eligible English-speaking
dyads, 11 (55%) agreed to participate, and of the 23
French-speaking dyads, 8 (39%) agreed to participate. The mean
age of the sample of adolescents was 15.7 years (SD 1.5), and
14 (74%) were female. Of the 19 adolescents, 15 (79 %) were
in high school. The mean duration of illnesswas 6.99 years (SD
5.03, range 0.3 - 15.2 years). The most common disease onset
subtype was polyarticular arthritiswith 7 of the 19 adolescents
(37%) having thisdiagnosis, the average disease severity rating
was 0.92 out of 10 (SD 1.5, range 0 - 4.9). Of the participating
adolescents, 100% had a computer at home, and 100% were
comfortable using acomputer. Thesefindings arein accordance
with recent data that 88% of 15-year-old Canadian students
have at least one computer at home and are comfortable using
the computer/Internet [24]. Thirteen of the 19 parents/caregivers
werefemale (63%), 10 of the 19 parents/caregivers (53%) were
aged 40 to 49 years, and 9 (47%) responded that their highest
level of education was high school. The numbers, means, and
standard deviations for demographic and disease-related
characteristics of the adolescent sample by usability testing
phase are shown in Table 1. Participants' comfort level with
and use of computers and the Internet are described in Table 2.

Table 1. Characteristics of the adolescents from interative cycles 1 and 2 (n = 19)

Characteristic Iterative Cycle 1 Iterative Cycle 2
English (n = 11) French (n=8)
Mean age (SD) in years 13.6 (2.03) 16 (1.23)
Gender
Male, n (%) 3 (27%) 2 (25%)
Female, n (%) 8 (73%) 6 (75%)
JIA onset subtype
Oligoarthritis, n (%) 1(9%) 2 (25%)
Polyarthritis (RF -), n (%) 4 (36%) 3 (38%)
Polyarthritis (RF +), n (%) 2 (18%) 0
Psoriatic arthritis, n (%) 1(9%) 0
Enthesitis related, n (%) 1 (9%) 1(13%)
Systemic, n (%) 0 2(25%)
Unknown, n (%) 2(18%) 0
Mean (SD) duration of ilinessin years 7.23 (4.45) 6.65(6.05)
Current grade
Public school, n (%) 2 (18%) 0
High school, n (%) 8 (73%) 7 (88%)
University, n (%) 1(9%) 1 (12%)
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Table 2. Information about use of the computer by adolescents and their parents
Adolescents Parents
English (n=11) French (n=8) English (n=11) French (n=8)

Characteristic n (%) n (%) n (%) n (%)
Computer at home

Yes 11 (100) 8 (100) 11 (100) 8 (100)

No 0 0 0 0
Internet at home

Yes 11 (100) 8 (100) 11 (100) 8 (100)

No 0 0 0 0
Computer at school/wor k

Yes 9(82) 5(63) 9(82) 6 (75)

No 1(18) 3(37) 1(18) 2(25)
Hours spent on computer each week

<5 hours 1(9) 3(37) 3(27) 3(37)

> 5 hours 10(91) 5(63) 8(73) 5(63)
Hours spent on I nternet each week

<5 hours 4 (36) 3(37) 7 (64) 5(63)

> 5 hours 7 (64) 5(63) 4(36) 3(37)
Comfort level on computer

Not at all comfortable 0 0 0 1(12)

A little comfortable 0 0 2(18) 0

Comfortable 2(18) 0 4(36) 2(25)

Very comfortable 9(82 8 (100) 5 (45) 5(63)
Comfort level on Internet

Not at all comfortable 0 0 0 1(12)

A little comfortable 0 0 2(18) 0

Comfortable 2(18) 0 4(36) 2(25)

Very comfortable 9(82) 8 (100) 5 (45) 5(63)

User Performance

User performance was measured in terms of (1) ease at which
the user could navigate through the site, (2) ease of learning in
terms of how fast a user who has never seen the user interface
before could learnit sufficiently well to accomplish basic tasks,
and (3) the frequency and severity of errors. Overal the
participantsrated the Teens Taking Charge: Managing Arthritis
Online health portal as easy to use. All of the adol escents were
able to navigate through the site with little to no guidance,
whereas 5 of the 19 parents (27%) required several minutes to
orientate themselves to the site before confidently navigating
the interface. In terms of ease of learning, all participants were
able to accomplish the standardized set of basic tasks in 35
minutes or less, as was predicted.

During the usahility testing, threetypes of errorswere observed:
navigation errors, presentation errors, and control usage
problems. Navigation errors were defined as failures to locate
functions, excessive keystrokes, or falures to follow

http://www.jmir.org/2010/3/e30/

recommended screen flow. There were minimal navigation
errorswith 10% of adolescentsand 21% of parents experiencing
one. All navigation errors encountered were easily recovered
from and were considered to be minor. No changes were made
based on these findings. Presentation errors were defined as
failuresto locate and properly act upon desired information or
selection errors due to labeling ambiguities. These were found
to be concentrated in the medication module. Presentation errors
were encountered by 58% of parents and 26% of adolescents
on the homepage of the medication module, which were coded
as fatal errors. Users found the labeling on the medication
homepage by classification of medication type to be unclear
and were unable to navigate to the information they wanted
about their/their child’s particular arthritis medication(s). This
page was changed by adding a list of generic medications
grouped by their drug classification with direct links to each
medication discussed in that section to enhance user
performance (See Figures 1 and 2 for before and after screen
shots of medication homepage). Following this change, this
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presentation error did not occur in iterative cycle 2 testing with
French-speaking participants. Control usage errorswere defined
as improper tool bar or entry field usage. In iterative cycle 1,
42% of adolescents and 26% of parents were unable to identify
controlsto stop, start, or advance the functional features on the
“stress and thinking animation” and video clips at the start of

http://www.jmir.org/2010/3/e30/

Stinson et al

each module, which were coded as fatal errors. These were
changed and retested in iterative cycle 2 with no further control
usage errors arising. See Figure 3 for an example of the “ stress
and thinking” animation controls following usability testing.
There were no differences between French and English
participants in the types of errors found.
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Figure 1. Example of medication homepage before usability testing
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Figure 2. Example of changes to medication homepage following iterative cyclel testing
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Figure 3. Example of a“stress and thinking” click through animation
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User Satisfaction

Interms of satisfaction with the Teens Taking Charge: Managing
Arthritis Online health portal, adolescents and their parents
perceived that their satisfaction with the site was based on the
overal design aesthetics of the user interface, content,
functionality and features, and opportunitiesfor social support.
There were minor differences within these categories by
participant (adolescent versus parent/caregiver) and language.

Design Aesthetics

The overall design aesthetics of the website were felt to be a
critical factor from the perspective of the end users that helped
to enhance engagement and motivation to use the site. Four
subthemes were identified under the broad theme of design
aestheticsincluding layout, navigation, visual assets, and visual
appeal. Differences were found between both adolescents and
parents and French and English participants. Adolescents wanted
the large amounts of text “chunked up” and broken up with
visual assets (graphics, animations, illustrations), while parents
did not mind having large amounts of text to scroll through.
Similarly, 42% of parentsindicated that they would like alarger
font; however, only 15% of adolescents cited this as aproblem.
Furthermore, 16% of both French adolescents and parents
suggested adding labels to the medical diagrams, where this
was not an issue with English participants. Finally, all the
participants felt that the most important information on each
page should be at the top of the page, otherwise teens will not
scroll down to find it. See Table 3 for a summary of issues and
changes made to the design aesthetics.

Content

All of the participants commented positively on the content of
the program including the text, images, and multimedia
components. Four subthemes were identified under the broad
theme of content including completeness, understandability,
quality and credibility, and relevance. For the most part,

http://www.jmir.org/2010/3/e30/

RenderX
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participants were satisfied with the completeness of content;
however, 21% of adolescents and 32% of parents suggested
additional content. The most common suggestion for additional
content was for videos or photos to show teens how to do the
various exercises. However, due to budgetary and time
constraints we were not able to add these. Additionally, 89%
of adolescents and 95% of parents felt that the content was
relevant, and 74% of adolescents and 79% of parents rated the
content as trustworthy. The site was created with a focus on
understandability and all text was developed at a grade 6 to7
reading level. Participants expressed appreciation for this
consideration and generaly found the information, language
level, and explanation of medical terminology (in aglossary of
words) to be helpful in furthering their understanding of topics
that were either unclear, new to them, or both. French grammar
errors were found by 20% of French adolescents and 5% of
French parents. These errorswere corrected following usability
testing. See Table 4 for a summary of comments and changes
made with regard to website content.

Functionality and Features

Functionality and features refersto the adaptive and interactive
features of the website. These included a glossary of terms,
relaxation audio clips, printable PDF information forms for
teachers, click-through animations (ie, how we feel pain, how
antiinflammatory medicationswork, stress, and thinking), videos
of teenswith arthritis, interactive questions (weekly knowledge
quizzes), ajournal for keeping track of symptoms and weekly
goals, and a discussion board with an “Ask an Expert” feature
where participants could send an email question to adesignated
health care professional . Participants unanimously felt that these
adaptive and interactive features allowed for an increased level
of personalization of the website content to meet the individual
needs of the users and were al good features of the website.
They also commented that these features would help to enhance
motivation and engagement with the program.
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Table 3. Summary of user satisfaction with design aesthetics and changes made to the site
Design Aesthetics Examples of Comments by Adolescents Examples of Comments by Parents Subsequent Changes Made
to the Site Based on

Comments

Layout: the compilation
and placement of text
and graphics on each
page

Visual assets: theillus-
trations, graphics, and
animations in the web-
site

Visual appeal: the over-
all look and feel of the
website

Navigation: the ability
of theend user to easily
move around the site to
find the information

they wereinterested in

“| really like the layout. | really like how it
looks; | find it easy to go through everything.”
(A05)

“It's good becauseit is...visualy broken up
so it doesn’t seem like a big block of text, but
it'sstill giving you everything you need to
know.” (A04)

“Yeah, if they just moved this part up [session
goals] and they could do like half above the
video and then they would know to like keep
going after the video.” (A10)

“Oh, | liked the animation [about] taking drugs,
and what arthritisis becauseit showed mewhat
happens and | didn’t know that” (A11)

“Alright, the only thing is that if you hadn’t
told mel wouldn’t have seen the next and back
buttons [stress animation].” (A01)

“User friendly and inviting. | liked everything.
It'svery jolly; it doesn’t look too scientifi-
cal.”(A04)

I’d have to say it would be these pictures...as
soon as-like when | walked in, right, | saw
that, and I’'m like, ‘wow, that's fairly depress-
ing'...like | look at her and she doesn’t look
happy ...she doesn’t look like she's gotten over
this” (A11)

“Everything that came up wasrealy well la-
beled, and you know what you were going to
be reading, and you could choose because ev-
erything was broken down.” (A04)

“It's pretty simple...it's easy to find what you
want to look at.” (A05)

“1 don’t think it is too much. | am aways of
the opinion....the more information for me
the better.” (P08)

“Likethis, it lookslike alot of stuff to read,
and | probably, asateenager...wouldn’t take
thetimetoread it.” (P11)

“1’m not sure how important these bottom
linksare...but if they are, | would bring them
up...that isthe only thing because you don’t
really see them.” (PO1)

“They don’t know what's happening because
they never see their x-rays, that’s a great
idea” (P04)

“I don't think it [x-ray image] is necessarily
clear, for someone who has medical knowl-
edge, yesit works. But otherwise it is diffi-
cult” (PO3F)

“Oh. | think its dynamite. | really can't say
enough positive things about it. It's very im-
pressive” (P08)

“Here, for example, | find that [font] hard to
read. Maybe make it a bit bigger.” (P0O6)

“It—it works like every kind of website
where you're looking stuff up. You know it's
really simple.” (PO3)

“1 know, um, the napr—what the naproxen
isthat she takes. But | wouldn't have a clue
whereto look under Avara, or methotrexate...
like 1 wouldn't even know which one of those
itis. So, | think...if you could list some of
them like examples, or something.” (P05)

- Moved session outlines to
appear before the video clip
at the start of each module

- Moved the discussion fo-
rum, “Ask an Expert”, and
“My Journa” tool bar from
the bottom to top of the page

- chunked up the text more
in the teen introduction
module

-Labeled the images of the
normal x-raysand MRIs
more clearly so users could
better understand the differ-
ences between images of
diseased and normal joints.

-Highlighted the control
buttons more clearly on the
stress and thinking anima-
tion so users could stop it if
they wanted to.

-Photo of teen was replaced
on the homepage with a
more upbeat |ooking teen.

-Not ableto increase font as
the health portal needed to
conform to the hosting site’s
(AboutKidsHealth.ca) de-
sign suite which features a
12pt Trebuchet, Arial, sans-
serif font.

- The medication section
was changed as per the user
performance section.
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Table4. Summary of user satisfaction with website content and changes made to the site

Stinson et al

Content

Examplesof Commentsby Adolescents  Examplesof Commentsby Parents

Subsequent Changes Made to the Site
Based on Comments

Completeness: the extent to
which the website content
contained all desired infor-
mation

Understandability: the as-
pects of the content of the
website such as readability
(reading level), use of plain
language, translation of ma-
terial into French, and expla-
nation of medical terminolo-
ay

Quality and credibility: the
extent to which the partici-
pants perceived the content
to be accurate and trustwor-
thy

Relevance: applicability of
the content of the site to the
needs of teenswith JJA and

“It'sall here. It'sall on onesite. You
don't have to travel for one thing, and
then travel for the next thing...It has
all the information that you need basi-
caly.” (AO2F)

“So | think it could possibly be a
good one-stop kind of placeto go,
as opposed to, you know, thetimes
I’ve had to sit down for hours and
go to amillion different sites
looking for different little bits of
things.” (P08)

“No, that's another good thing. They
are not huge words that are going to
take me forever to look up and then go
back onit.” (A09)

“| liked the way things were ex-
plained. It was simple and easy to
understand.” (P10)

“The volume of credible informa-
tion in an easy to access package
isreally impressive. | love that.”
(PO3)

“1 find it reassuring that it'snot coming
from 1984, and | know that it iscurrent
and up to date.” (AO6F)

“Yeah, | think that the stress and the
relaxation, | think | would use that a
lot because half thetime | don’t even

“Thisis bang on, with what we
deal with constantly.” (P10)

-Participants recommended adding
videos of how to do the suggested exer-
cises; however, due to budgetary and
time constraints, wewere not able to add
the exercise videos.

-During the 2™ iterative cycle, French-

speaking participants identified some
minor grammatical errorsin the transla-
tion of the English content that were
corrected following the second cycle of
testing. These minor changes were
checked with the bilingual medical ex-
pert.

-No changes were suggested.

-No changes were suggested.

their caregivers know what to do when | amin pain or
anything, right?...Right, and | know
that when | am stressed out my arthritis

does get worse.” (AO5F)

Sociability

Saociahility refersto the ability of the Internet program to support
socia interactions among participants. The site featured 2
discussion boards, onefor teensand onefor parents, video clips
of teens talking about ways they have learned to manage their
arthritis, in addition to written stories of hope submitted by teens
with JIA. All of the participants commented that these features
of the site would help to ease feelings of hopelessness and
particularly isolation. However, while aimost all teens (95%)
indicated that they would like to use the discussion forum to
chat with other teens; less than one-half (42%) of parents felt
they would use a parent discussion forum. Many teens
commented that they did not know another teen with arthritis
and that the interactive features (discussion board, stories of
hope, video clips of teens with JIA) made them feel supported
and “not aone” in their illness.

Desireto Use Program in the Future

Overdl, the program was well received, and 84% of all
participants expressed adesire to use the program in the future.
Most participants felt the program would have been especialy
helpful when they were first diagnosed with JIA. Adolescents
and caregivers also liked that the site was geared toward the
promotion of self-management skills to reduce symptoms,
improve quality of life, and promote transition to adult health
care services.

http://www.jmir.org/2010/3/e30/

Discussion

This study assessed the user performance and satisfaction with
a new health portal designed to help youth with arthritis learn
how to better manage their chronic health condition. Thishealth
portal is unique in that it was developed for two different
end-user groups (youth and their parents) and in two languages
(English and French). Testing uncovered user performance
errors (minor navigator and major presentation and control usage
errors) aswell asareasto enhance user satisfaction. Adolescents
and parents provided ideas on how the website user-interface
could be improved in terms of its usability (navigation, design
format and layout, and content). Changes were made to the
health portal that corrected the errors uncovered and improved
user satisfaction. Formative usability testing was a crucial step
to help ensure the relevance of the content and that the website
was easy to use and learn, efficient to complete, and acceptable
to youth and their parents. Theresults of this study also provide
amodel for formative evaluation of other online interventions
for delivery of chronic disease self-management, especially
thosethat target different end usersand are provided in multiple
languages.

This study also highlights the value of conducting usability
testing prior to wide scal e outcome assessment (ie, arandomized
controlled trial to test effectiveness of the program) and/or
implementation to ensure that the end product is usable and
acceptable to the end users (youth and parents), and is culturally
competent when targeting different languages. While there is
increased attention regarding the need for headth care
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professional sto provide face-to-face culturally competent care,
there is little research examining how to provide culturally
competent health interventions delivered over the Internet.
Culturally competent careis defined asthe ahility to effectively
work within the cultural context of the client [25]. While only
afew differences were found in this study between French- and
English-speaking users, it remains imperative that we evaluate
the usability of hedth portals to ensure they include
linguistically and culturally appropriate advice, written
information, graphics, and other interactive features[26]. Further
research is needed to define what is meant by culturally
competent Internet-based interventions and how to evaluate
these aspects of usability in formative evaluations given the
ethnically diverse populations that are affected by this chronic
illness.

Furthermore, these types of interventions have typically been
devel oped by health care professionals (ie, atop down approach)
with little input from the end users during intervention
development. This is particularly important given the
proliferation of Internet-based interventions and the resources
currently being invested in health-related websites by
governments worldwide [27]. Many of these interventions are
often of poor quality and of unknown effectiveness [28]. For
example, during the development of our website we undertook
a descriptive study to determine the quality and content of
English language Internet information about JA from the
perspectives of consumers and health care professionals [12].
Most sites targeted parents, and none were specifically
developed for youth with JIA. The overall quality of website
information was fair, with a moderate level of accuracy;
however, the material waswritten well above the recommended
grade level (6 to 8) indicating that the material was difficult to
read. Participants in this study commented on the quality and
comprehensiveness of the content as well as on the ease of use
and the ease of learning the program. Therefore, it is essential
that the end users be actively involved in the development and
testing of these health portals.

Usahility testing also uncovered some differences by end user.
However, little is known about how user traits, which refer to
user characteristics such as computer proficiency and
demographic and disease characteristics, may affect the use of
these health portals [29]. As an example, a study by Jesdanun
suggested that among peopl e with chronic diseases, being older
and less educated were two traits linked to lower Internet usage
[30]. Future studies might investigate user traits that predict
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usability and treatment outcomes with Internet-based health
interventions.

A few potential limitations of our study need to be addressed.
First, the study was conducted in two tertiary pediatric care
centers and the sample was relatively small, which could be
considered a threat to the generalizability of the results.
However, with a representative sample of end users, typically
involving as few as five participants per cycle, the majority of
usability problems and issues can be identified. It has been
estimated that asingleinitial cycle of design/evaluation/redesign
can lead to asmuch asa 10-fold reduction in usability problems
[18,31]. Second, while several frameworks have been proposed
for evaluating information and communication technologiesin
health care, there is no consensus on the best approach to use
[15,29]. However, therigor of this study was enhanced by using
analyst triangulation (ie, using several researchers to anayze
thedata). Third, the samplewastoo small to allow usto examine
whether factors related to participants (eg, age, gender, and
grade level), disease (severity and duration of disease), or
experience (access to and comfort with computers and the
Internet) were related to the usability of the Internet program.
Future work in this areais needed to determine how these user
trait characteristics impact usability and outcome assessment.
Finally, due to financial and time constraints we were unable
to make all of the suggested changes to the health portal
prototype.

This study provides strong initial support for the usability of
the Teens Taking Charge: Managing Arthritis Online treatment
program for youth with JJA. Findings from this study were used
to refine the website prototype prior to conducting a pilot
randomized controlled trial to determine the feasibility of the
I nternet-based self-management program for teenswith JIA. If
effective in improving health outcomes, this program could be
used as a template for other pediatric chronic illness
interventions asthe psychosocial challengesfacing adolescents
with JIA are generalizable to al youth with chronic illnesses.
Furthermore, the Internet may be critical to improving the
accessibility and acceptability of self-management programs
for thelarge population of youth with chronic health conditions
that are not able to receive these treatments in their local
communities. Usability testing during the formative phase of
developing Internet-based treatmentsisacrucial stepin ensuring
that these interventions are effective and acceptable to youth
with chronic health conditions and their parents.
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Multimedia Appendix 1
Teens Taking Charge: Managing Arthritis Online semi-structured interview guide
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[PPT file (Microsoft Powerpoint File), 1,843 KB - jmir_v12i3e30_app2.pptx ]

References

1.

Oen KG, Cheang M. Epidemiology of chronic arthritisin childhood. Semin Arthritis Rheum 1996 Dec;26(3):575-591.
[Medline: 8989803] [doi: 10.1016/S0049-0172(96)80009-6]

2. Shaw KL, Southwood TR, Duffy CM, McDonagh JE. Health-related quality of life in adolescents with juvenile idiopathic
arthritis. Arthritis Rheum 2006 Apr 15;55(2):199-207 [FREE Full text] [Medline: 16583399] [doi: 10.1002/art.21852]

3. PhelpsL. Chronic Health-related Disordersin Children: Collaborative Medical and Psycho-educational Interventions.
Washington DC: American Psychological Association; 2006.

4.  Rapoff MA. Assessing and enhancing adherence to medical regimens for juvenile rheumatoid arthritis. Pediatr Ann 2002
Jun;31(6):373-379. [Medline: 12073741]

5. Barlow J, Wright C, Sheasby J, Turner A, Hainsworth J. Self-management approaches for people with chronic conditions:
areview. Patient Educ Couns 2002;48(2):177-187. [Medline: 12401421] [doi: 10.1016/S0738-3991(02)00032-0]

6. Barlow JH, Shaw KL, Harrison K. Consulting the 'experts’: children's and parents' perceptions of psycho-educational
interventionsin the context of juvenile chronic arthritis. Health Educ Res 1999 Oct; 14(5):597-610 [ FREE Full text] [Medline:
10510068] [doi: 10.1093/her/14.5.597]

7.  Lineker SC, Badley EM, Dalby DM. Unmet service needs of children with rheumatic diseases and their parentsin a
metropolitan area. J Rheumatol 1996 Jun;23(6):1054-1058. [Medline: 8782140]

8. Ritterband LM, Gonder-Frederick LA, Cox DJ, Clifton AD, West RW, Borowitz SM. Internet interventions: in review, in
use, and into the future. Prof Psychol Res Pr 2003;34(5):527-534. [doi: 10.1037/0735-7028.34.5.527]

9.  Gray NJ,KleinJD, Noyce PR, Sesselberg TS, Cantrill JA. Health information-seeking behaviour in adolescence: the place
of the internet. Soc Sci Med 2005 Apr;60(7):1467-1478. [Medline: 15652680] [doi: 10.1016/j.socscimed.2004.08.010]

10. Stinson J, Wilson R, Gill N, Yamada J, Holt J. A systematic review of internet-based self-management interventions for
youth with health conditions. J Pediatr Psychol 2009 Jun;34(5):495-510. [Medline: 19029142] [doi: 10.1093/jpepsy/jsn115]

11.  Nguyen HQ, Carrieri-Kohlman V, Rankin SH, Slaughter R, Stulbarg M S. Internet-based patient education and support
interventions: areview of evaluation studies and directions for future research. Comput Biol Med 2004 Mar;34(2):95-112.
[Medline: 14972630] [doi: 10.1016/S0010-4825(03)00046-5]

12.  Stinson JN, Tucker L, Huber A, HarrisH, Lin C, Cohen L, et al. Surfing for juvenile idiopathic arthritis: perspectives on
quality and content of information on the Internet. J Rheumatol 2009 Aug;36(8):1755-1762. [Medline; 19531749] [doi:
10.3899/jrheum.081010]

13. Pagliari C. Design and evaluation in eHealth: challenges and implications for an interdisciplinary field. JMed Internet Res
2007;9(2):e15 [FREE Full text] [Medline: 17537718] [doi: 10.2196/jmir.9.2.€15]

14. StinsonJN, Toomey PC, StevensBJ, Kagan S, Duffy CM, Huber A, et al. Asking the experts: exploring the self-management
needs of adolescents with arthritis. Arthritis Rheum 2008 Jan 15;59(1):65-72 [FREE Full text] [Medline: 18163408] [doi:
10.1002/art.23244]

15. Stinson J, McGrath P, Hodnett E, Feldman B, Duffy C, Huber A, et a. An Internet-based Self-management Program with
Telephone Support for Adolescents with Arthritis: A Pilot Randomized Controlled Trial. J Rheumatol In press.

16. Currie LM. Evaluation frameworks for nursing informatics. Int J Med Inform 2005 Dec;74(11-12):908-916. [Medline:
16099711] [doi: 10.1016/}.ijmedinf.2005.07.007]

17.  Wichansky AM. Usability testing in 2000 and beyond. In: Ergonomics 2000, Vol. 43:998-1006. [Medline: 10929833]

18. Gustafson DH, Wyatt JC. Evaluation of ehealth systems and services. BMJ 2004 May 15;328(7449):1150 [FREE Full text]
[Medline: 15142895] [doi: 10.1136/bmj.328.7449.1150]

19. Snodgrass A, Coyne R. Models, metaphors and the hermeneuticals of designing. Design Issues 1992;9:56-74.

20. Moretti C, ViolaS, Pistorio A, Magni-Manzoni S, Ruperto N, Martini A, et a. Relative responsiveness of condition specific
and generic health status measuresin juvenile idiopathic arthritis. Ann Rheum Dis 2005 Feb;64(2):257-261 [FREE Full
text] [Medline: 15647433] [doi: 10.1136/ard.2003.016519]

21. SASVersion 9. SAS Ingtitute Inc Cary, NC, USA SAS Version 9.1.3 [FREE Full text] [WebCite Cache ID 5rRY OkIDR]

22.  Neuendorf KA. The Content Analysis Guidebook. Thousand Oaks, CA: Sage Publications, Inc; 2002.

23.  Sandelowski M. Whatever happened to qualitative description? Res Nurs Health 2000 Aug;23(4):334-340. [Medline:
10940958]

http://www.jmir.org/2010/3/e30/ JMed Internet Res 2010 | vol. 12 | iss. 31e30 | p.193

(page number not for citation purposes)


https://jmir.org/api/download?alt_name=jmir_v12i3e30_app1.doc&filename=e84f9929fc122ceb2e0a6ea83f4a52f1.doc
https://jmir.org/api/download?alt_name=jmir_v12i3e30_app1.doc&filename=e84f9929fc122ceb2e0a6ea83f4a52f1.doc
https://jmir.org/api/download?alt_name=jmir_v12i3e30_app2.pptx&filename=88ab215afd5aa2e4410368f956d401f0.pptx
https://jmir.org/api/download?alt_name=jmir_v12i3e30_app2.pptx&filename=88ab215afd5aa2e4410368f956d401f0.pptx
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=8989803&dopt=Abstract
http://dx.doi.org/10.1016/S0049-0172(96)80009-6
http://dx.doi.org/10.1002/art.21852
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16583399&dopt=Abstract
http://dx.doi.org/10.1002/art.21852
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12073741&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12401421&dopt=Abstract
http://dx.doi.org/10.1016/S0738-3991(02)00032-0
http://her.oxfordjournals.org/cgi/pmidlookup?view=long&pmid=10510068
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10510068&dopt=Abstract
http://dx.doi.org/10.1093/her/14.5.597
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=8782140&dopt=Abstract
http://dx.doi.org/10.1037/0735-7028.34.5.527
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15652680&dopt=Abstract
http://dx.doi.org/10.1016/j.socscimed.2004.08.010
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19029142&dopt=Abstract
http://dx.doi.org/10.1093/jpepsy/jsn115
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=14972630&dopt=Abstract
http://dx.doi.org/10.1016/S0010-4825(03)00046-5
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19531749&dopt=Abstract
http://dx.doi.org/10.3899/jrheum.081010
http://www.jmir.org/2007/2/e15/
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17537718&dopt=Abstract
http://dx.doi.org/10.2196/jmir.9.2.e15
http://dx.doi.org/10.1002/art.23244
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18163408&dopt=Abstract
http://dx.doi.org/10.1002/art.23244
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16099711&dopt=Abstract
http://dx.doi.org/10.1016/j.ijmedinf.2005.07.007
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10929833&dopt=Abstract
http://bmj.com/cgi/pmidlookup?view=long&pmid=15142895
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15142895&dopt=Abstract
http://dx.doi.org/10.1136/bmj.328.7449.1150
http://www.pubmedcentral.nih.gov/articlerender.fcgi?tool=pubmed&pubmedid=15647433
http://www.pubmedcentral.nih.gov/articlerender.fcgi?tool=pubmed&pubmedid=15647433
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15647433&dopt=Abstract
http://dx.doi.org/10.1136/ard.2003.016519
http://www.sas.com/
http://www.webcitation.org/5rRY0klDR
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10940958&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Stinson et &

24,

25.

26.

27.

28.

29.

30.

31.

Bassiere R, Gluszynski T. Impact of computer use on reading achievement of 15-year-olds. Gatineau, QC: Human Resources
and Skills Development Canada Publications Centre; 2004:1-55.

Campinha-Bacote J. The Process of Cultural Competencein the Delivery of Healthcare Services: amodel of care. J Transcult
Nurs 2002 Jul;13(3):181-4; discussion 200-1. [Medline: 12113146] [doi: 10.1177/10459602013003003]

White M, Dorman SM. Receiving socia support online: implications for health education. Health Educ Res 2001
Dec;16(6):693-707 [FREE Full text] [Medline: 11780708] [doi: 10.1093/her/16.6.693]

Anderson GF, Frogner BK, Johns RA, Reinhardt UE. Health care spending and use of information technology in OECD
countries. Health Aff (Millwood) 2006;25(3):819-831. [Medline: 16684749] [doi: 10.1377/hithaff.25.3.819]

Horrigan J, Smith A. Home broadband adoption 2007. Washington, DC: Pew Internet & American Life Project; 2007.
URL : http://www.pewl nternet.org/Reports/2007/Home-Broadband-Adoption-2007.aspx =1 [WebCite Cache D 5 TAB5UIU]
Jackson M, Peters J. Introducing touchscreens to black and ethnic minority groups--a report of processes and issuesin the
Three Cities project. Health Info Libr J 2003 Sep;20(3):143-149. [Medline: 12919277] [doi:
10.1046/.1365-2532.2003.00425.X]

Eysenbach G, Powell J, Kuss O, SaER. Empirical studies assessing the quality of health information for consumers on the
world wide web: a systematic review. JAMA 2002;287(20):2691-2700 [ FREE Full text] [Medline: 12020305] [doi:
10.100V/jama.287.20.2691]

Kushniruk A. Evaluation in the design of health information systems: application of approaches emerging from usability
engineering. Comput Biol Med 2002 May;32(3):141-149. [Medline: 11922931] [doi: 10.1016/S0010-4825(02)00011-2]

Abbreviations

HRQOL: health-related qudlity of life
JIA: juvenileidiopathic arthritis

Edited by G Eysenbach; submitted 08.09.09; peer-reviewed by R Pak, A Joshi; comments to author 03.12.09; revised version received
05.02.10; accepted 12.03.10; published 29.07.10.

Please cite as.

Sinson J, McGrath P, Hodnett E, Feldman B, Duffy C, Huber A, Tucker L, Hetherington R, Tse S Spiegel L, Campillo S Gill N,
White M

Usability Testing of an Online Self-management Program for Adolescents With Juvenile Idiopathic Arthritis

J Med Internet Res 2010;12(3): €30

URL: http://mwww.jmir.org/2010/3/e30/

doi:10.2196/jmir.1349
PMID: 20675293

©Jennifer Stinson, Patrick McGrath, Ellen Hodnett, Brian Feldman, Ciaran Duffy, Adam Huber, Lori Tucker, Ross Hetherington,
Shirley Tse, Lynn Spiegel, Sarah Campillo, Navreet Gill, Meghan White. Originally published in the Journal of Medical Internet
Research (http://www.jmir.org), 29.07.2010 Thisisan 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, alink to the original publication on http://www.jmir.org/, aswell asthis copyright and license
information must be included.

http://www.jmir.org/2010/3/e30/ JMed Internet Res 2010 | vol. 12 | iss. 31e30 | p.194

RenderX

(page number not for citation purposes)


http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12113146&dopt=Abstract
http://dx.doi.org/10.1177/10459602013003003
http://her.oxfordjournals.org/cgi/pmidlookup?view=long&pmid=11780708
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11780708&dopt=Abstract
http://dx.doi.org/10.1093/her/16.6.693
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16684749&dopt=Abstract
http://dx.doi.org/10.1377/hlthaff.25.3.819
http://www.pewInternet.org/Reports/2007/Home-Broadband-Adoption-2007.aspx?r=1
http://www.webcitation.org/5jTAB5UIU
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12919277&dopt=Abstract
http://dx.doi.org/10.1046/j.1365-2532.2003.00425.x
http://jama.ama-assn.org/cgi/pmidlookup?view=long&pmid=12020305
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12020305&dopt=Abstract
http://dx.doi.org/10.1001/jama.287.20.2691
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11922931&dopt=Abstract
http://dx.doi.org/10.1016/S0010-4825(02)00011-2
http://www.jmir.org/2010/3/e30/
http://dx.doi.org/10.2196/jmir.1349
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20675293&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JOURNAL OF MEDICAL INTERNET RESEARCH Kernisan et &

Original Paper

Information-Seeking at a Caregiving Website: A Qualitative
Analysis

Leslie P Kernisan', MD; Rebecca L Sudore™?, MD; SaraJ Knight?, PhD

IDivision of Geriatrics, University of California San Francisco, San Francisco, United States

2Interdisci plinary Program to Improve Care for Veterans with Complex Comorbid Conditions, San Francisco VA Medical Center, San Francisco, United
States

Corresponding Author:

Ledlie PKernisan, MD

Division of Geriatrics

University of California San Francisco
San Francisco VA Medical Center
4150 Clement Street, 181G

San Francisco, 94121

United States

Phone: 1 415 489 8311

Fax: 1 415 750 6641

Email: [kernisan@gmail.com

Abstract

Background: Thelnternetiswidely used for healthinformation, yet littleisknown about the online activity of family caregivers
of elders, arapidly growing group. In order to better understand the online information-seeking activity of “e-caregivers’ and
other visitors at acaregiving website, we undertook aqualitative analysis of survey datafrom awebsite marketed asacomprehensive
resource for adults caring for aging parents.

Objective: The objectives were to better understand what types of information are sought by those visiting a website focused
on elder-care issues and to identify overarching themes that might inform future development of Internet resources related to
caregiving and aging.

Methods: From March 2008 to March 2009, a 5-question pop-up survey was offered 9662 times and completed 2161 times.
For 1838 respondents, included was a free text answer to the question "What were you looking for?” and 1467 offered relevant
and detailed responses. The survey also asked about satisfaction with the site, gender of the respondent, and relationship to the
individual being cared for. Content analysis was used to develop a coding dictionary, to code responses into information-seeking
categories, and to identify overarching themes.

Results: Of the respondents (76% of whom were female), 50% indicated they were caring for parents, 17% for themselves only,
and 31% for others. Over half (57%) reported finding what they were looking for, and 46% stated they were extremely likely to
recommend the website. Frequently mentioned information-seeking categoriesincluded “ healthinformation,” “ practical caregiving,”
and “ support.” Respondents al so requested information related to housing, legal, insurance, and financial issues. Many responses
referred to multiple comorbid conditions and complex caregiving situations. Overarching themesincluded (1) adesirefor assistance
with awide range of practical skillsand information and (2) help interpreting symptoms and behavior, such as knowing what life
impacts to expect over the course of a health condition or treatment.

Conclusion: Visitorsto awebsite targeting adults caring for aging parents reported seeking both general information on caregiving
and specific assistance with the complex custodial, medical, emotional, and financial aspects of caregiving. Visitors requested
both information to build caregiving skills as well as assistance in interpreting and knowing what to expect from symptoms,
health conditions, and changesin behavior and relationships. Many desired communication with and support from other caregivers.
Health care providers and eHealth devel opers should expect that many caregivers of elders are using the Internet as a resource.
Further research and devel opment is needed to fully realize the Internet’s potential for education and support of caregivers.

(J Med I nternet Res 2010;12(3):€31) doi:10.2196/jmir.1548
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Introduction

While the Internet is one of the most widely used resources for
health information [1,2], its role in providing consumer
information specifically related to the health care and living
needs of frail elders (and other dependent adults) remains less
well understood. Relatively few older Americansusethe Internet
regularly [3]. One 2004 survey found that only 31% of
respondents older than 65 years had ever gone online, and only
8% said they obtained “alot” of health information online [4].
Nonetheless, in recent years websites providing elder-focused
consumer health information have become more common [5].
Thismay be partly dueto arealization that, although the elderly
are often not themselves online users, their needs for care may
prompt their caregivers to search the Internet for information
[6]. For instance, a recent Pew report found that about half of
all online health inquiries are on the behalf of another person

[1].

The number of elderly people in Americais rapidly growing,
with the number of those aged 85 and over projected to more
than triple by 2040 [7]. However, as noted in Retooling for an
Aging America, a 2008 Institute of Medicine (IOM) report [8],
the nation is not well prepared to meet the complex medical
and social needs of a growing frail population. To address this
pressing public health issue, the IOM’s key findings included
a recommendation that the United States “better prepare
informal caregivers to tend to the needs of aging family
members and friends’ [9]. Currently, an estimated 30 to 40
million Americans provide unpaid careto relatives and friends,
the value of which has been estimated at $375 billion [10-13].
Caregiversare oftenintegral to facilitating medical and personal
carefor frail elders[11,14,15]. Yet, this“shadow workforce in
the geriatric care system” continues to feel inadequately
informed, prepared, and supported [16]. Societal trendsindicate
that use of the Internet to meet information needs will almost
certainly continueto increase. It isclear that devel oping a better
understanding of “e-caregivers’ will be necessary if the
resources and capabilities of eHedth are to be properly
leveraged to best serve the elderly, the disabled, and the millions
who care for them.

Although other scholars have used the term “e-patient” to refer
to “both those who seek online guidance for their own ailments
and the friends and family members who go online on their
behalf” [17], in this paper we will use the term “e-caregiver”
to refer to those online seeking guidance related to helping
another person with their medical care or personal care.

To date, little has been published regarding who these
e-caregivers are and what they are seeking to learn or obtain
through the Internet. While some empirical evidence existsthat
documents caregivers use of Internet health care resources,
especialy for specific conditions such as cancer and stroke
[18-20], the online information seeking of caregivers in the
broader context of frail and vulnerable adults has hardly been
studied. In particular, although two studies used caregiver focus
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groups to elicit suggestions regarding potential eHealth
applications [21,22], this work has not yet been followed by
more detailed observational analyses of what caregivers may
be actually seeking when they turn to the Internet, which must
be better understood if eHealth resources are to be properly
developed and refined.

The existing literature on caregiving does describe many facets
of the prelnternet caregiver experience, and thiswork could be
used to inform the expansion of caregiver studies to the realm
of eHealth. Frameworks of caregiver needs have been proposed,
almost always tailored to the context of specific diseases and
conditions. For instance, in a study of information and service
needsin dementia, Edelman et al organized caregiver (and care
recipient) concernsinto 4 main domains: care, coping, medical,
and services [23]. Other authors have roughly categorized
caregiver needs as being informational (about illness, services,
and what to expect), instrumental (related to building caregiving
skills), and emotional (related to support and coping) [24-26].
While these conceptual frameworks can provide a foundation
for understanding the needs of caregiverswho seek information
online, they are limited in two important respects. First, they
were not developed from the perspective of caregiving for the
frail elder, a context in which multiple complex medical and
psychosocial conditions (including the possibility of dementia
prior to aclear diagnosis) arethe norm, asare evolving caregiver
responsibilities. Second, these frameworks predate the
dominance of the Internet for information seeking, which is
producing significant cultural shifts in information behavior
and health behavior [27] and, hence, might influence the types
of caregivers who seek help and the domains of needs that are
expressed.

To help address these gapsin the understanding of e-caregivers
and their needs, we conducted a qualitative analysis of over
2000 responses to a Web-based survey conducted in 2008 and
2009 as part of routine research and devel opment at Caring.com,
awebsite created to provide support and informational resources
to adults caring for aging parents. Our goal was to understand
what types of information were being sought, especialy to
explore whether new domains should be considered for the
existing conceptual models. Through qualitative analysis, we
also sought to explore overarching themes that cut across the
specific information-seeking categories.

Methods

Study Design and Sample

Our study consisted of a secondary analysis of responsesto a
five-question Web-based survey. Data were obtained from
Caring.com, awebsite launched in November 2007 and designed
to function as a comprehensive resource for adults caring for
aging parents. The website providesinformational articles about
common medical problems affecting seniors, articles on
caregiver well-being and managing difficult family dynamics,
information on housing options for elders, as well as blogs,
discussion forums, and postings of answers by expertsin health
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and eldercare to visitors questions. To conceive of the major
sections of the website, the founders relied both on their own
personal experiences struggling to help aging parents, as well
as on their professional experience working with
Babycenter.com, a successful and well-established website for
expectant parents and people with small children. The vast
majority of Caring.com’s content is original and written by the
company’s health writers, and users are not required to pay any
fees (although free registration with the site is encouraged, and
sometimes required to access certain features). During the study
period, Caring.com was supported by venture capital funds,
with aplan for the company to eventually support itself through
revenue from those wishing to advertise eldercare services and
supplies. Caring.com’seditorial policy forbidsadvertisersfrom
participating in the creation of the written content.

The survey had been implemented for the purpose of quality
improvement and was available via Caring.com’s website for
12 calendar months, beginning in March 2008. The survey was
offered to users of the site via a pop-up invitation to help
improve Caring.com. Those who agreed to participate were
redirected to aZoomerang survey that presented five items, four
with multiple choice response sets, and one open-ended
question. The specific questions were: (1) How likely is that
you would recommend Caring.com to a friend or relative?
(scored 0to 10 where 10 = extremely likely) (2) What wereyou
looking for when you came to the Caring.com website? (3) Did
you find what you were looking for? (4) Who are you caring
for? and (5) What is your gender? For the open-ended question
(What were you looking for?), the survey provided space for
unlimited free text responses. A more detailed description of
the survey, in accordance with the checklist for reporting results
of Internet e-surveys (CHERRIES) guidelines[28], is provided
in Multimedia Appendix 1.

We collected all survey data available from the time of the
survey’s launch in March 2008 (approximately five months
following the website’s launch) until the website closed the
survey in March 2009. At the time the survey became live, the
website was attracting approximately 6500 visits per week. By
March 2009, the site traffic had increased to approximately
75,000 visits per week. At thistime, the survey had been viewed
9662 times and was submitted 2161 times (22.4% participation
rate), of which 1838 responses included an answer to the
free-text question “What were you looking for?’

The raw data were imported into Microsoft Excel 2007
(Microsoft, Redmond, WA) and into StataMP version 10.0
(StataCorp, College Station, TX), which we used to compile
descriptive statistics. Use of the data for this project was
approved as exempt by the University of Caifornia, San
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Francisco Committee on Human Research, and by the San
Francisco Veterans Affairs (VA) Medica Center Committee
on Research and Devel opment.

Respondent Characteristics

Descriptive statistics were used to describe those respondents
included and excluded from content analysis of the free-text
question. We also tabulated the survey results by response to
the question “Who are you caring for?’ Respondents had
indicated one or more of the following choices. parent(s),
grandparent(s), spouse, sibling(s), self, other older loved one(s),
and other. This resulted in 69 different combinations of care
recipients, and hence, these answers were recoded into the
following 4 respondent types. those caring for parents (those
who indicated parent(s), whether or not any other carerecipient
was also indicated); those caring for self only; all other
caregiving situations; and unknown (for those who did not
choose any of the options).

Analysis of Free Text Responses

The 1838 free-text responses to the question “What were you
looking for?’ were analyzed using content coding. Initially, all
free text answers were reviewed by one of the investigators
(LK) to identify themes and patterns among the responses and
to construct a preliminary coding manual. Based on the
preliminary review of the data, we excluded 371 respondents
from further analysis because their free-text answers were
irrelevant to the purpose of the website (eg, “weather”),
indicated an unintentional visit to the site (ie, “got here by
accident,” or “nothing”), or were too nonspecific to be
categorized (eg, “an article” or “not sure’). This left us with
1467 freetext responses to further classify into
information-seeking categories. Although weinitially considered
excluding responses from those who reported caring for
themselves only, we chose to include them in our analysis as
we felt there was value in understanding what information a
noncaregiver might be seeking at a caregiving website.

We refined the coding manual by having two investigators (LK
and SK) apply the preliminary category codes to a sample of
data (1000 responses) followed by discussion and further
refinement of the categories and their criteria. Table 1 shows
the final categories and the defining criteriafor each. The nine
categories were: health information, practical caregiving,
behavioral, support, legal/financial/insurance, housing/living
situations, driving, unspecified need for help/information, and
“other” The “other” category was used to capture responses
that were explicit and specific but unique and not able to be
grouped within another category.
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Table 1. Information-seeking category codes based on content analysis

Kernisan et d

Category

Free-Text Reponses Indicated Respondent Looking for:

Examples

Health information
Practical caregiving

Help/information, nonspe-

cific

L egdl/financial/insurance
ance

Behaviora

Support
with stress

Housing/living Situations

Driving Information about elders and driving
Other Specific information that doesn't fall into any other domain
Excluded Text shows only vague interest, is uninterpretable, or seems not

at al relevant to site

Information about diseases, medical condition, health care
Information about how to provide care to another person

Information and/or help, without further specification

Information about legal matters, financial issues, or health insur-

Help addressing behavioral, psychological, and relationship issues

Information about housing, placement, parent moving in

"Dementia," "health tips'
"Tips on bathing,” "Alzheimer's care"

"Info to help my aging parents"

"Long-term care insurance,”" "estate tax info"

"Ways to understand what they say without causing
an argument"

Emotional support from other site participants and/or help coping "Someone to relate to,” "support group and answers"

"Nursing home," "whether my mother should move
in"

"How to take the keys away"
"Emergency pendants," "how to write a eulogy"

"Just looking," "opinions," "the weather"

Following the development of refined codes, both investigators
classified the content of the 1467 free text answers according
to the primary category represented in the text. An initia
assessment of interrater agreement for the two investigatorswas
83% indicating good interrater reliability. To generate the final
countswithin each category, coding discrepancieswere resolved
through discussion with athird researcher (RS). The category
counts were summarized by caregiver type (ie, parent, self, all
other, and unknown).

In a final step, we selected four of the frequently coded
categorieswherethe responseswere of sufficient length to allow
further interpretation. These responses were reviewed, using
inductive content analysis [29], to provide a deeper and more
nuanced understanding of the responses and to identify
overarching themes that occurred across al of the categories.

http://www.jmir.org/2010/3/e31/
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Results

Respondent Characteristics

Of the 2161 submitted surveys, 1838 (85%) provided free-text
answers to the question “What were you looking for?’ Of the
free-text answers, 1467 of 1838 (80%) contained sufficient
detail relevant to caregiving to be considered for interpretation
and thusinclusion in the content analysis. Characteristics of the
respondents included in the content analysis, compared with
those not included, are presented in Table 2. Excluded
respondents were more likely to be male, were lesslikely to be
caring for parents, were less likely to report finding what they
were looking for, and were less likely to say that they would
recommend the site to others.
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Table 2. Respondent characteristics

Included? Excluded® Total
Respondent Characteristic/Response  n = 1467 n=694 n=2161
n % n % n %
Gender
Female 1,115 76% 462 67% 1,577 73%
Mae 339 23% 201 29% 540 25%
Missing 13 1% 31 4% 44 2%
Who caring for
Parent(s) or parent(s) and other(s) 739 50% 246 35% 985 46%
Self only 249 17% 162 23% 411 19%
Other caregiving situations 450 31% 236 34% 686 32%
Missing 29 2% 50 7% 79 1%
Information found?
Yes 831 57% 302 44% 1,133 52%
No 91 6% 53 8% 144 7%
Unsure 538 37% 301 43% 839 39%
Missing 7 0% 38 5% 45 2%
M ean recommendation score 8.1 7.0 7.7
95% confidenceinterval (Cl) 79-82 6.8-7.3 76-7.8

@ncluded in or excluded from the content analysis (included if respondent provided a sufficiently detailed and relevant response to "What were you
looking for?")

. indicated that they had found the information they werelooking
Who Respondents Reported They Were Caring For for on the site. This group also had the highest mean score on

Respondent characteristics varied somewhat by who the the scale indicating likelihood of recommending the site to
respondent reported caring for, as shown in Table 3. Those others.
caring for parents were more likely to be female and to have

Table 3. Respondent characteristics by whom they reported caring for, for content analysis sample

Caring for Caring for Other Caregiving Unknown Caregiving Al
Parents Self Only Situation Situation
Characteristic/Response n=739 n =249 n =450 n=29 n = 1467
% of n % of n % of n % of n % of n
Gender
Female 79.6% 67.5% 75.6% 65.5% 76.0%
Mae 19.6% 31.7% 24.0% 24.1% 23.1%
Missing 0.8% 0.8% 0.4% 10.3% 0.9%
Information found?
Yes 60.0% 51.8% 54.2% 51.7% 56.7%
No 3.4% 11.7% 7.8% 6.9% 6.2%
Unsure 36.3% 36.1% 37.6% 37.9% 36.7%
Missing 0.4% 0.4% 0.4% 3.5% 0.5%
M ean recommendation 8.4 7.6 7.9 6.7 81
score
95% Cl 82-85 73-80 77-82 54-80 79-82
http://www.jmir.org/2010/3/e31/ JMed Internet Res 2010 | vol. 12 | iss. 3 €31 | p.199
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I nfor mation-Seeking Categories

Responses to the question “What were you looking for?” were
coded into 9 specific categories through content analysis.

Kernisan et d

Frequency counts of information-seeking domains (by who the
respondent reported caring for) are presented in Table 4. Among
those caring for parents, “practical caregiving” was the most
frequently coded domain.

Table 4. Information-seeking categories by whom respondent reported caring for

Caring for Parents  Caringfor Self Only  Other Caregiving Unknown Caregiving All
Situation Situation
Information-Seeking Category n=739 n=249 n=450 n=29 n = 1467
% of n % of n % of n % of n % of n
Health information 18% 46% 36% 31% 29%
Practical caregiving 32% 6% 13% 14% 21%
Help/information, nonspecific 16% 16% 16% 10% 16%
L egal/financial/insurance 9% 13% 11% 17% 10%
Behavioral 6% 7% 7% 10% 7%
Support 10% 3% 5% 0% 7%
Other 4% 3% 8% 10% 5%
Housing/living situations 3% 4% 2% 0% 3%
Driving 2% 2% 2% 7% 2%

Qualitative Findings

Quialitative findings from the content analysis of four frequently
coded categories (health information, practical caregiving,
behavioral, and support) are presented below. Although
“hel p/information, non-specific” wasrelatively frequently coded,
the brief responses within this domain were not suitable for
further qualitative analysis. Through our qualitative analysis,
we also identified two overarching themes that cut across most
of the information-seeking categories.

Health Infor mation

A number of respondents requested information about
conditions, diseases, and aging. Diseases and conditions
mentioned included cancer and cancer treatment side effects,
dementias, diabetes, heart disease, and stroke. A few responses
specified a need for information regarding geriatric health, or
senior health.

Many respondents asked about sighs and symptoms of disease,
especialy asrelated to dementiaand cancer, for example, “signs
of Alzheimer's’ and “if low red blood cell tests could be an
indicator to cancer.” Other respondents posed narrowly focused
questions about symptoms, such aswhether thereisa* different
sound a person makes at the fina stage of the disease” and
whether a person can “be sensitive to touch when they have
Alzheimer's?’

There was also interest in the treatment and management of
health conditions such as anemia, dementia, and diabetes,
suggesting that respondents were engaged in the monitoring
and management of either their own health, or that of another.
Some responses reflected an urgent need for information (eg,
“time limit on an open insulin bottle,” “antidote to overdose of
tick medication for my wife,” and “how to care for raw burn
from breast radiation.”) Relatively few responses specificaly

http://www.jmir.org/2010/3/e31/

asked about managing pain or other symptoms, and few asked
about “cure,” although many responses cited chemotherapy or
other therapies that are often delivered with curative intent. In
spite of the interest in treatment of disease, there were few
responses that mentioned an interest in how to interface with
health providers or navigate the medical system.

Questions related to what to expect or anticipate in the future
emerged repeatedly within this domain, for example, “How
long will chemo stay in the body?’ There was a particular
interest in the course of dementia, suggesting a need for
information to plan for the future or possibly to aid in
decision-making, for example, “How long will an Alzheimer’s
patient live after being diagnosed?’

Some responsesindicated an interest in the prevention of health
problems such as heart attacks, diabetes, and dementia. Others
asked for tips on staying fit physically or mentally. We aso
found that some requests indicated a desire for causa
explanations and greater understanding of health problems. For
instance, respondents asked for explanations of Alzheimer’s,
the cause of aparent’smemory loss, and the causes of low blood
cell counts.

Practical Caregiving

Many respondentsindicated that they werelooking for specific
advice on the practical aspects of managing the daily living
needs of another person, with a majority of these making
reference to caring for parents with dementia or other frailty,
for example, bathing, giving apedicure, using agait belt, hiring
care workers, finding affordable services, and getting respite
care. Knowing what to expect and how to plan for caregiving
emerged as central needs. For example:

My parents are at the age that we need to hirein home
care. Their health isfailing and my family needs more
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information about changesin health, what to expect,
and how to plan.

...someinsight asto what my mother isgoing through
and what to expect so | could take care of her better

A number of the caregiving responses reflected concerns about
understanding the needs of the person receiving care and adesire
to improve life for this person (eg, “searching for activities for
my extremely nearsighted mother”). These questions focused
on concern about reducing discomfort and pain, finding
enjoyable activities, and respecting the wishes of the person
receiving care. Some answers also indicated that respondents
were involved from a distance or were trying to help another
caregiver:

I was hoping to find something that would help me
figure out a solution for a distant relative who lives
alone

...information for my mother who is caring for my

grandparents—who are in their 90s, living at home,

and impossible
A number of respondents asked questions about new caregiving
situations for which decisions were required, for example,
following a discharge from the hospital or sudden increase in
caregiving responsibilities with functional decline. Similarly,
anumber of questions focused on caring for multiple disabled
or frail parents or how to provide personal care to a resistant
care recipient. Finally, respondents asked about how to balance
the challenges of caregiving with other life activities, for
example, work and caring for children. Several described being
a caregiver while coping with one's own illness or disability.

Behavioral

Many respondents indicated that they were looking for
assistance with behavioral concerns. These responses touched
on communi cation concerns, relationship issues, psychological
concerns, as well as management of behavioral symptoms and
sleep difficulties.

Responses within this domain often aluded to struggles to
understand and cope with relationships challenged by illness
and aging. Several respondents indicated a desire to better
understand a parent or other person or asked how to raise
difficult topics for discussion:

Insight on my elderly parents actions

Ways to understand what they say without causing
an argument

Help on talking to my child about my parent's death

What issues that could arise between you and your
spouse's parents, and how it may positively and
negatively affect the marriage

Why do adult children turn away from their elderly
parents?

Respondents frequently indicated aneed for assistance with the
behavior of aloved onein the context of dementia. For instance,
several responses indicated a need for information on how to
care for a parent who is having difficulty accepting loss of
independence with early dementiaor how to communicate with

http://www.jmir.org/2010/3/e31/

Kernisan et d

someone who has cognitive impairment and emotional
instability.

Ideas for how to get an intransigent 88-year-old
Alzheimers patient (my dad) to accept the help he
desperately needs but refuses because he does not
want to spend the money and cannot accept our role
reversals

How to talk with a mother who is probably in the
[second] stage of Alzheimer’s and is not always
logical, hasmood swings, [and is] extremely forgetful
Suggestions for communicating with parentsin early
stages of Alzheimer's

Other responsesindicated an interest in information relating to
common neuro-psychiatric syndromes, such as sundowning,
hallucinations, and hoarding. For example, respondents asked
for “description of sundown dementia’ or for “a simple,
easy-to-understand definition between a hoarder and a pack
rat.” These responses suggested that respondents may be
attempting to interpret and explain the behaviors they are
observing. One particular response indicated a search for an
explanation for “erratic behavior,” suggesting a diagnosis still
in question. Several responses requested explanations and tips
for addressing sleep difficulties.

Support

Many responsesindicated that a primary goal of the respondent
was to find sources of emotional support through the website.
Most respondents seemed particularly interested in the
experiences of othersin similar situations, and some specified
a desire to know that others were having similar feelings and
struggles.

...to know I’'m not the only one in the world going
through this

...others caring for terminal parent

My mother has Alzheimer’'s. My heart breaks. |
wanted to see how others are coping.

Several respondents also expressed a desire to exchange ideas
with peers, for example, they asked for a“sounding board” or
“waysto ask questions of others going through the sasme thing.”
Furthermore, after expressing a desire for “advice, experience
of other people,” one respondent continued by adding, “more
importantly | was looking for authentic information, not just
‘Dear Abby’ style answersto broad questions.”

A number of respondents expressed a desire to feel less alone
and referred to fedling stressed and overwhelmed. Several noted
aneed for comfort and relief, and many asked for information
on how to better cope. A few respondents did not explicitly
seem interested in acommunity of peersonline, but rather asked
for broader information on caregiver support resources. One
respondent expressed aneed for support in being acare recipient
rather than a caregiver.

...something other than pat answers and harsh
judgment...| often feel disappeared by the very people
who supposedly care for me. They make decisions
about me without including me.
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Many responses indicated that respondents were interested in
using the Internet to connect with other caregivers. Through
these connections, respondentsindicated interestsin exchanging
ideas, normalizing their experiences, and feeling that they are
part of acommunity.

Overarching Themes Identified Through Qualitative
Analysis

Two overarching themes emerged from the qualitative analysis
that were pertinent to and spanned all 9 content categories: (1)
adesire for assistance with awide range of practical skillsand
information and (2) a search for help interpreting symptoms,
behaviors, and interpersonal situations, and in knowing what
to expect and how to plan.

Practical Skillsand I nformation

Many respondentsindicated that they were looking for practical
skills and information to address a current situation, especially
inthe context of providing or facilitating care for another person.
In other words, respondents often asked for information on how
to do something. For instance, within the“ practical caregiving”
category, respondents requested information on how to hire a
home care worker and how to select a personal medical alarm.
A desire for practical skills and solutions was also evident in
responses coded into the “health information,” “housing/living
situations,” “legal/financial/insurance,” and “ driving” categories.
For instance, respondents asked for information on how to
choose nursing homes and continuing care retirement facilities
and how to establish trusts and wills. Another respondent asked
“how to take the parents' car keys when they refuse.”

Respondents also often requested practical skills related to
communication and managing relationships, especially in the
context of dementia or the discussion of difficult topics.

How to deal with a parent with dementia. . .different
strategies to talk to doctor and respond to unusual
behavior

Advice on how to cope without getting exhausted

Help with moving our parentsinto an assisted living
home and making it their idea

Help Interpreting Situations and Knowing What to
Expect

Another theme that emerged across the categorieswas the need
for help in interpreting situations, often so as to know what to
expect and, thus, what to do (as opposed to how to do things).
Responses illustrating this theme were found within virtually
al content categories but were particularly common within
“headlth information,” “behavioral,” “support,” as well as
“practical caregiving.”

My parents are at the age that we need to hirein home
care. Their health isfailing and my family needs more
information about changesin health, what to expect,
and how to plan.

..what to expect with the end stage of CHF
[ congestive heart failure]

..to seeif what | felt and am doing is of the norm

http://www.jmir.org/2010/3/e31/
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Within the “housing/living situations’ category, respondents
asked for help knowing when it might be time for an older
person to be moved from their home. Within “driving,” they
requested guidelines to know when driving should be stopped.

Discussion

Principal Results

Through our qualitative analysis of 1467 text responses about
what people were looking for at a general caregiving website
for aging parents, our study provided aclear view of how some
e-caregiversare seeking to meet their needsthrough the Internet.
Among our sample, “hedlth information” and “practical
caregiving” were the two most prevalent categories of interest;
other  frequently = mentioned  topics  encompassed
legal/financial/insurance issues, support issues, behavioral
issues, and housing/living situations. Many of the needs
expressed were not specific to a particular medical condition.
There was considerable interest in help with knowing what to
expect and in how to plan for the future. There were also many
concerns related to understanding behavior and relationships,
aswell asinterest in support and assistance with coping. Many
respondents expressed an interest in communicating with other
e-caregivers. Furthermore, we noted that several geriatric topics
appeared to be prominent concerns for these e-caregivers,
including functional decline, cognitive impairment, and
challenges with independent living.

Comparison With Prior Work

Our findings are consistent with previousresearch on caregivers,
which has suggested that caregivers needs include needs for
infformation on diagnosis and prognosis, for practical
information on implementing caregiving, and for support and
assistance in coping. While we observed that visitors to a
caregiving website spontaneously raised concerns that were
similar to those documented in nononline settings [23-26], our
qualitative findings highlight the breadth and depth of
information needs that might be brought to an eHealth resource
focused on aging and caregiving issues. For example, beyond
wanting to know about prognosis, respondents expressed a
desire to understand how to anticipate and plan for the impacts
of another’s declining health across a wide range of domains
of living. These results attest to the fact that caring for a
dependent adult can generate a dizzying array of questions,
which caregivers are now bringing to the Internet.

Our study also provides a unique perspective on what these
e-caregivers may beless concerned about finding online. Given
the fairly large sample size, we were struck by the relative
paucity, or even frank lack, of mention of certain topics that
frequently arefound in the scientific and professional literature
on elders. For instance, although several respondents expressed
interest in symptom interpretation, few responses pertained to
thetreatment of pain or other uncomfortable symptoms, although
painisacommon symptomin later life[30]. We al so noted that
only two responses specifically alluded to depression, although
many referred to stress and sadness affecting caregivers and
care recipients. Another omission we found conspicuous was
a total absence of requests for information on advance care
planning. (ie, living wills or advance directives). We furthermore
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noticed that no respondent explicitly linked concerns about
driving to concerns about cognitive impairment. Among health
professionals, these topics are widely believed to be relevant to
a majority of frail patients. Experts also generally agree that
these issues are usually insufficiently addressed in routine
clinical encounters. That these issues should also be scarcely
mentioned by visitors to a caregiving website raises the
possibility that there is low awareness among a group that has
been motivated enough to have visited a caregiving website and
to have participated in asurvey. Thisisin stark contrast to issues
such as what to expect in the future, practical caregiver
information, caregiver support needs, and behavioral issues, all
represented within these survey results, but which are often
inadequately addressed in clinical encounters. However, it is
also possible that the omissions we noted do not reflect low
awareness, but instead are due to factors such aswebsite traffic
or perhaps respondents’ experience at the website (ie, the site
may have not promoted its advance care planning information
as frequently asits driving information).

Limitations

There are some limitations that are important to consider in the
interpretation of our results. The first and main one is that our
sample was drawn from one particular Internet site.
Consequently, our frequency counts cannot be extrapolated to
Internet-using caregiversin general. Our sasmplewas also likely
influenced by factors related to Caring.com itself, asite which
has marketed itself broadly to boomers, and through mainstream
Internet health portals (ie, AOL, Yahoo Health, etc). Visitors
can arrive at a commercial health information site such as
Caring.com in many different ways, such as through a search
engine or from a portal if they follow the link to an
appealing-sounding article. Hence, although our respondents
were visiting a caregiving website, and many identified
themselves as caregivers, we cannot assume that all of them
came to Caring.com specifically because it was a site with
information related to caregivers. It is aso possible that for
some respondents, their expressed information needs may have
been influenced by aperception of Caring.com asacertainkind
of commercial site, as opposed to a government site, or site
hosted by a medical specialty group. The process by which
consumers arrive at websites and evaluate credibility and value
is complex [31-36], so it is difficult to know just how these
factors may have affected our sample. Furthermore, while the
survey was presented at random to users during the data
collection period, a nonrandom proportion was willing to
complete the survey, and we have no data on those who refused
to participate. Still, the number of responses that could be
interpreted waslarge, and our participation rate of 22% iswithin
one standard deviation of the mean Internet survey participation
rate of 34% observed in a meta-analysis of 39 Internet surveys
[37]. Thus, it is unclear how the information needs of the
respondents would be biased beyond an interest in caregiving
and senior health plus what would be expected based on what
is already known about adults who use the Internet for health
information [38,39].

Although our sample was likely influenced by a number of
unknowable factors, our qualitative findings still provide an
important complement to previousresearch conducted in settings
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other than online settings and have substantial value for
generating hypotheses about e-caregiver information needs,
which can be tested in future research. Some studies have
examined caregivers' use of Internet health care resources, yet
thiswork, similar to much of the earlier research on caregivers,
has mainly been focused on asingle disease or health condition,
such as stroke or dementia [20,40]. In contrast, our work
identified several domains of caregiver needsthat may cut across
disease boundaries (eg, driving, housing, and financial issues),
and explored caregiving questionsrelated to complex situations
involving several health conditions or psychosocia situations.
As most elder care occurs within a dynamic context of
multi-morbidity and functional impairment, the previous
literature's emphasis on specific health conditions poses a
challenge for generalist providers of care to elders and their
caregivers. In contrast to the prevalent disease-based approach,
our findings will be highly relevant to the work of practicing
primary care providers, eHealth developers, and others who
must serve a diverse group of aging adults and informal
caregivers.

An additional consideration important to note is that open
health-related Internet sites, such as Caring.com, may attract a
mixture of user types, some explicitly targeted by the site and
others not targeted for whom some of the site materia is
relevant. In our study, the interpretable responses included 294
of 1467 (17%) from users who reported caring for themselves
only, and not for another person. While Caring.com targets
those who are caring for others, self-caring users are clearly a
sizable minority of sitevisitors. Because these individuals seem
to have considered themselves to be engaged in a type of
caregiving and were interested enough to complete the survey
while visiting the site, we reasoned that including these
respondents in the qualitative analysis could inform the
conceptualization of potential site users and expand the
conceptual framework for development of online information
materials on caregiving. The qualitative categorization of what
these individuals were looking for in contrast to those taking
care of others has value in developing hypotheses for future
research about the possible differences and similaritiesin needs
acrossarange of users. Future studies of those using caregiving
websites may also benefit from a survey structure designed to
distinguish between care recipients, who presumably will have
information needs related to many caregiving topics, and
individualswho are neither caregivers nor care recipients. Also,
it ispossible that some userswho are neither caregiversnor care
recipients may still be in search of information related to
caregiving situations, perhaps in anticipation of future care
needs. Future research will be needed to better understand how
open websites related to caregiving can more effectively serve
arange of users.

Conclusions

For clinicians, our qualitative findings clearly emphasize the
importance of providing prognostic and other anticipatory
information to caregivers to facilitate planning for the future.
Our results also confirm that thereisaneed for decision-making
resources designed for those with caregiving concerns and that
the Internet might become a very valuable medium through
which caregivers can access helpful information to make
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decisions related to their loved ones. A recent Pew survey
underscores the central role of Internet information in health
planning and decision making. Of patients seeking health
information online, 60% reported that online information
affected a decision about how to treat an illness or a condition
[1]. Our findings suggest that clinicians should expect that
caregivers might be influenced as well by online information.

For eHealth researchers and developers, our study findings
highlight the dynamic and complex information needs of
caregivers and those visiting a caregiving website and suggest
that e-caregivers may have needs that warrant them being
considered as a group distinct from e-patients (rather than
considered a subset of e-patients). Our findings also shed light
on issues that are particularly relevant to applying eHealth to
the care of elders. Although our respondents often expressed
concernsthat transcended the di sease-focused categories around
which many eHealth resources are organized, we found that
much of the information sought by these e-caregivers
corresponded to traditional areas of geriatric expertise, such as
functional decline, cognitive impairment, and family dynamics
stressed by uncertainties and an aging person’s increased
dependence. To accommodate the complex needs of elders, the
practice of geriatrics often focuses on syndromes, that is, clinical
conditionsin the elderly that usually have multi-factorial origins
[41]. Common geriatric syndromes that a caregiver might seek
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assistance with include falls, dizziness, delirium, incontinence,
and frailty; all can have significant impacts on quality of life as
well asmortality and morbidity. Because these syndromes span
diseases, organ systems, and age-rel ated physical changes, they
are often difficult to manage in the disease-based fashion that
might work well in ayounger person. Instead, geriatrics offers
aternative clinical approaches, often interdisciplinary, to
managing these very common problems that affect the elderly.
Our study findings suggest that such a geriatric approach could
be a valuable contribution to eHealth resources designed for
elders, and those who care for them.

Given the aging of the population and the broad consensus that
family caregivers are an essential component of our nation’s
care system for the elderly, our results suggest that eHealth
resources have great potential to reach and support thisimportant
population. To help develop this potential, more data will be
needed to better characterize the e-caregiver population. For
instance, it would be very useful for eHealth surveys, such as
those conducted by the Pew Internet & American Life Project
and the National Center for Health Statistics, to begin collecting
dataon e-caregiversand their behaviors. Future research should
focus on devel oping effective eHealth resources to educate and
support e-caregivers, and developers should consider
incorporating geriatric principles into the organization of these
resources.
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Abstract

In response to Banzi's et a review of online evidence-based practice point-of-care resources published in the Journal of Medical
Internet Research, the publisher of DynaMed clarifies his evidence-based methodol ogy.

(J Med Internet Res 2010;12(3):€39) doi:10.2196/jmir.1622
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We congratulate Banzi and colleagues for publishing a review
of online evidence-based practice point-of-care resources [1].
Itisimportant that these resources are eval uated and summarized
by evidence-based medicine experts who are not involved in
the products being reviewed.

The adherence to evidence-based methodol ogy for development
and maintenance of these productsisimportant for maintaining
trust and validity in the content used by practicing clinicians.
Banzi et al evaluated evidence-based methodology for
point-of-care resources based on published marketing materials
and editorial policiesas stated on the websites of the publishers.

We were surprised to see a score for DynaMed (the product |
am responsible for as editor-in-chief and medical director of
EBSCO Publishing) which was less than 100% for our

http://www.jmir.org/2010/3/e39/

“evidence-based methodology”. In fact, “evidence-based
methodology” is the fundamental methodology for how our
editors are trained and how we work on adaily basis. A 7-step
evidence-based methodology is the core process for updating
and maintaining DynaMed [2].

The specific rating difference appears to be for the question
“Are systematic reviews preferred over other types of
publication?’. We should clarify that we absolutely prioritize
systematic reviews (preferably Cochrane reviews) in our
hierarchical approach to content consideration for inclusion,
placement of content, and sources for deriving overall
conclusions for evidence synthesis and overview statements.
Individual study summaries are often deleted when included in
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a subsequent systematic review unless the individual studies Thisisnot achange in editoria policy. We have been doing it
offer additional information. for years, but in reaction to the Banzi review we have now

However, our editorial policy page referred to the concept improved the explicitness and transparency of our method.

without explicitly describing the hierarchy used. We havenow  Thank you to Banzi et a for bringing thisto our attention.
updated our editorial policy pageto makethismoreexplicit [2].
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Abstract

We are pleased that the publisher of DynaMed clarified his evidence-based methodology in response to our review. We stress
again how good reporting is a prerequisite for transparency. This lesson comes from the reporting of research findings but its
extension to the development of information sources should be considered.

(J Med Internet Res 2010;12(3):e40) doi:10.2196/jmir.1626

We thank Dr. Alper for hiscomment in response to our review
[1], which gives usthe opportunity to stress again how essential
good reporting isfor transparency. This lesson comes from the
reporting of research findings, but its extension to the
development of information sources should be considered.

Methodologic quality is closely intertwined with the quality of
reporting [2]. Lack of details on how research (or in this case:
editorial processes) is conducted leads users to assume that the
quality was inadequate, unless information to the contrary is
provided (the“ guilty until proven innocent” approach) [3]. This
is often justified because faulty reporting generaly reflects
faulty methods[4, 5].
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We appreciate that the editor of DynaMed (which is a
“blockbuster” in the point-of-care information service market)
shows the willingness to improve the explicitness and
transparency of their methodology. A clear reference on the
freely accessible website pages helps users and purchasers to
better understand the value of the product.

It isreassuring when well-known and leading publishers do not
take for granted their value. Reputation itself is no guarantee
for quality. We hope that other publishers will be equally
transparent and responsive to criticism.
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