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Abstract

Background: Although a number of studies have investigated how consumers use social media for health-related purposes,
there is a paucity of studiesin the Australian context.

Objective: This study aimed to explore how Australian consumers used social media for health-related purposes, specifically
how they identified social media platforms, which were used, and which health-related activities commonly took place.

Methods. A total of 5focus groups (n=36 participants), each lasting 60 to 90 minutes, were conducted in the Sydney metropolitan
area. The group discussions were audiorecorded and transcribed verbatim. The transcriptswere coded line-by-line and thematically
analyzed.

Results. Participants used general search engines to locate health-related social media platforms. They accessed a wide range
of social mediaon adaily basis, using several electronic devices (in particular, mobile phones). Although privacy was a concern,
it did not prevent consumers from fully engaging in social mediafor health-related purposes. Blogs were used to learn from other
people’s experiences with the same condition. Facebook allowed consumers to follow health-related pages and to participate in
disease-specific group discussions. Wikipedia was used for factual information about diseases and treatments. YouTube was
accessed to learn about medical procedures such as surgery. No participant reported editing or contributing to Wikipedia or
posting YouTube videos related to health topics. Twitter was rarely used for health-related purposes. Social media allowed
consumersto obtain and provide disease and treatment-rel ated information and social and emotional support for those living with
the same condition. Most considered their participation as observational, but some also contributed (eg, responded to people's
guestions).

Conclusions. Participants used a wide range of social media for health-related purposes. Medical information exchange (eg,
disease and treatment) and social and emotional support were the cornerstones of their online activities. Social media appearsto
be used as a key tool to support disease self-management.

(J Med I nternet Res 2017;19(10):€352) doi: 10.2196/jmir.7656
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health-related information. This increased access has changed
the role of consumers from passive recipients to active

Since the mid-1990s, the Internet has become widely available  Consumers of hedth information [1]. Initialy consumers
enabling consumers (including patients) to freely search for obtained health information from the Web on a noninteractive,
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unidirectional platform. However, with the advent of social
media, consumers not only access but also create and share
online content. Asaresult, it has been claimed that social media
has supported a shift from the informed patient to the
participative patient [2]. Social media can be defined as
Web-based technologies and applications whose content is
created by the users [3]. It can be divided into content sharing
platforms (eg, blogs, YouTube, Wikipedia) and relationship
building platforms (eg, Facebook, Linkedin) [4]. The latter
primarily consist of socia networking sites, social media
platforms in which users create a profile and establish
connections with other users within it, creating a network [5].

The interactive and participatory nature of social media has
afforded consumers not only a greater opportunity to access
health-related information but also a venue to provide
health-related content to others [6]. Although online
communities existed before the advent of social media, the
appearance of social networking sites fostered its growth, and
they have become very popular [7]. Disease symptoms,
complications and prognosis, examinations, and treatments are
popular topics discussed in these online communities [8]. One
very popular sociad media platform widely used for
health-related purposes is Facebook, where a wide array of
health topics, pages, and groups is present [9]. Studies have
shown that interactions among peersin these online groups have
been beneficial for those living with chronic conditions such as
diabetes [10,11], epilepsy [12], and breast cancer [13,14]. In
these online communities peopl e can provide and receive social
support, cultivate companionship, exert social influence, and
communicate with one another [15,16]. As chronic conditions
are currently the leading cause of morbidity and mortality
[17,18], it isimportant to fully comprehend how social media
is being used for health-related purposes in order to optimize
its use and implement new ways of supporting its application
for health promotion. Aslong-term use of medicationsis akey
component of chronic disease management, it isalso imperative
to investigate how online interactions between peers influence
medication-related decisions.

Previous research has provided a limited understanding of the
different social mediaplatforms consumersusefor health-related
purposes, particularly in the Australian context. Understanding
current online health practices of consumers is important for
the development of online health resources and services. This
research was designed to investigate consumer self-reported
participation in social media and other online forums, with the
specific objectives of (1) investigating how consumers identify
social mediaplatformsfor health-related purposes, (2) exploring
the social media platforms used, and (3) examining the
health-related activities that commonly take place.

Methods

Focus Groups

A qualitative study was undertaken using semistructured focus
groups to explore consumer experiences, opinions, and
perceptions about their use of social media for health-related
purposes. Specifically, the group discussions investigated how
consumers identified and chose social media, what platforms
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they used, and what kind of information they were looking for
and providing to others. A qualitative approach was chosen
because it can expose subtleties and complexities about the
topic under investigation that are often missed by more
positivistic inquiries[19]. Focus groups are more advantageous
than surveys because participants do not have to write their
answers down, which can be time consuming, and therefore
they may provide moreinformation with more explanationsand
detail. The facilitator can gain further information from them,
participants can seek clarification if they do not understand a
guestion (which they cannot do when compl eting a self-reported
survey), the facilitator can ask follow-up questions and seek
clarification from participants based on the responses provided,
and other participants present in the focus group providing their
responses can trigger participants memory and therefore aid
in obtaining more complete data. The focus groups were
semistructured as the discussions were guided by an interview
protocol (Multimedia Appendix 1) containing key, broad,
open-ended questions allowing participantsto elaborate on their
responses. Focus groups are also advantageous compared to
other qualitative methods. They are an efficient way of gathering
the views of severa individuals simultaneously [20] and
uncovering important constructs that may not be tapped through
individual interviews [21]. Focus groups are highly
recommended for health services research [22]. In the field of
pharmacy, they have been used to explore important areas of
research such as consumers behaviors [23]. The literature also
recommends further investigation about consumer online
communication and participation in forums using qualitative
methods such as focus groups and in-depth interviews [24].
Therefore, focus groups were selected as the most appropriate
research method. This study received approval from the
University of Sydney Human Research Ethics Committee prior
to its commencement.

Participants and Recruitment

Inclusion Criteria

Participantsin this study consisted of adults aged 18 years and
older with chronic conditions (ongoing health problems that
have occurred for 3 months or longer) managed by medications
[25]. Even though certain chronic conditions can be managed
without medication, this study required participantsto be on at
least 1 chronic condition medication so that it would be possible
to explore how they searched for, discussed, and provided
information about their medications and medical conditionson
social media. Other study inclusion criteriawere that participants
had used social mediato discuss health-related issuesin the last
12 months and were able to participate in the study without the
assistance of atranglator.

Recruitment

A recruitment agency identified participants meeting the
inclusion criteria from the metropolitan Sydney area. All
participants received detailed information about the study
background, aims, and researchers conducting the study. Out
of 40 participants recruited, 36 took part in this study. Each
participant was reimbursed Aus $80 (US $62) for their timeand
travel expenses. All participants received verbal and written
information about their participation and a consent form.

JMed Internet Res 2017 | vol. 19 | iss. 10 | €352 | p. 2
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

Data Collection

The focus groups (n=5) were conducted in 3 distinct
geographical areas of Sydney to capture consumersfrom arange
of socioeconomic backgrounds. The focus groups were held in
venues commonly used for meetings and group discussions.
Upon arrival at the focus group venue, participants were
provided with a participant information statement and asked to
complete a consent form and demographic questionnaire.
Discussions lasted between 60 and 90 minutes and were
facilitated by PA, afemale pharmacist and academic experienced
in conducting focus groups. Discussions were audiorecorded
with permission from all participants. Notesweretaken in order
to facilitate data analysis. Focus groups were conducted until
data saturation [ 26] was observed, which was at the conclusion
of thefourth focus group. One extrafocus group was conducted
for validation purposes.

Data Analysis

The analytical process started during and in parallel with data
collection [27]. Note-taking during the focus groups and
debriefing after each session ensured that important information
was not missed and constituted apreliminary analysis[21]. All
discussions were audiotaped and transcribed verbatim with
tracking of individual speakers, without identifying the
individual. The qualitative data from the focus groups were
analyzed using theinductive approach of thematic analysis[28]
to derive themes and subthemes. Themes are “best used to
describe an integrating, relational statement derived from the
data that identifies both content and meaning” [29].
Additionally, some of the findings were descriptively analyzed
as described by Sandelowski [30], as these findings were best
suited to descriptive rather than thematic analysis (eg, what
social media platforms were used; where, when, and how
frequently social media was accessed). Therefore, a blended
approach combining descriptive and thematic analysis was
employed to interpret the focus group discussions. This

Table 1. Themes derived from the data.
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combination allowed for the description of findingsthat did not
lend themselves to being thematically analyzed and for the
derivation of themes and subthemesthrough the iterative process
of comparing and contrasting the codes within and between the
focusgroups. All discussionswere coded by AB, and the coding
process, including its classification into themes and subthemes,
was discussed with PA. Repeated reading of notes and
transcriptions was the first analytical step in order to gain
familiarity with the data and knowledge of the content in each
group. Next, thetranscriptionswere coded line-by-linewith the
assistance of NVivo 11 (QSR International) computer software.
The coding process was open and not restricted by theoretical
framework. It was dynamic and iteratively evolving throughout
the analysis. An inductive approach [31] assured a data-driven
process. Codeswith arepeated pattern acrossthe data (ie, codes
with similar or nearly similar meanings) were collated and
grouped into subthemes and later assembled into overarching
themes. Themeswere carefully named according to their overall
content.

Results

Participant Characteristicsand Major Themes

A total of 36 participants took part in 5 focus groups
(Multimedia Appendix 2). Overal, there were dightly more
men (19/36, 53%), with the majority of participants having been
born in Australia (26/36, 72%). Participants had a range of
different chronic disease states including hypertension,
depression, anxiety, cancer, arthritis, and Crohn disease.

Thematic analysis of the focus group discussions identified 7
key themes related to the objectives. The emerging themes and
their subthemes are presented in this section together with
illustrative quotes. Table 1 provides a summary of the themes
derived from the data organized according to the respective
study objectives.

Study objectives Themes

Major qualitative analysis employed

Investigate how consumersidentify social media

platforms for health-related purposes platforms

Social media has ill-defined boundaries
Socia mediaplatformsused for hedth-related purposes

Explore the social media platforms consumers
used

Access to socia media platforms

Explore the health-related activities that
commonly take place

Observing versus posting

Social mediaidentity and

Search facilitates and precedes access to social media

Health-rel ated activitiesthat take place on social media

Getting more information
Fulfilling asocia need

Descriptive

Thematic

Descriptive

Descriptive

Thematic

Descriptive

privacy Thematic

Search Facilitatesand Precedes Accessto Social M edia
Platforms

Overal, 2 approaches were adopted for accessing social media
for health-related purposes. The most popular method was to
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use ageneral search engine such as Google. Asconsumerswere
using search engines to search for health information (eg,
condition and treatment), they ended up finding online platforms
where they could not only learn from peer experiences but also
interact with other consumers. The top hits on the first page
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were generally the most frequently accessed ones. Subsequent
pages would be accessed only when nothing of interest could
be found in the first one. A shortcut to finding online health
forums was to insert the word “forum” aong with other key
terms, such as disease name.

The second search approach was to use the social media
platform itself. For example, in order to find disease-specific
groups or related pages within Facebook, participants would
use the Facebook search engine feature and type in the disease
for which they were searching. Regardless of which strategy
was used, most participants resorted to ageneral search engine
for further research on the topic of interest.

Social Media Has | lI-Defined Boundaries

This research did not aim to systematically assess participant
understanding of social media. However, it was observed that
in some cases, the concept had no clear boundaries with other
online platforms. When asked about their use of social media,
severa participants mentioned websites not technically classified
as social media, such as search engines, Internet browsers, and
health websites. For example, websites with some sort of user
engagement or with a chat room were commonly mentioned:
Medscape, Blue Board, Psych Central, WebMD, Mayo Clinic,
and Beyondblue. Chat rooms, in particular, were used by several
participants as a venue for interacting with peers dealing with
the same condition. Participantswere freeto expressand discuss
their online behavior. However, when amisunderstanding about
social media platforms was noticed or they spoke about
nonsocial media platforms (eg, “dot.com” websites), they were
refocused back to social media. Importantly, a user-friendly
definition of social media with examples (eg, Facebook,
YouTube, Wikipedia, blogs) was provided at the beginning of
the discussion to ensure clarity in the discussion topic.

Social Media Platforms Used for Health-Related
Purposes

Participants used a range of socia media platforms for
health-related purposes including Facebook, Wikipedia,
YouTube, blogs, and Twitter.

Most participants were active on Facebook, and only afew did
not have a Facebook profilee Some were members of
disease-specific Facebook groups, such asan arthritisgroup, as
their approach to using Facebook for health-related information.
Some of these disease-specific groups had an international
membership. The use of Facebook for health-related purposes
was regarded as very convenient since such use was integrated
into the general use of the platform.

...the good thing about Facebook is that it’s not just
about your health issues. It's about the whole world
and all the groups that you're on. So you don’t have
to sort of...you canjust flick through it in the morning
and cover everything. [FG1, m4]

Belonging to aFacebook group wasvery practical as participants
did not need to leave it to access hedth-related content by
browsing different websites or platforms. The group activities
appeared on their Facebook newsfeed.
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Wikipedia was a source of health information frequently
accessed by most participants. It also served as a way of
reaching other sources of heath information through its
references and external links. Despite its common use, some
participants expressed mistrust in the content found on the
Wikipedia
| always trusted it and then, | looked up something |
knew the answer to, and it waswrong. And | thought
‘this is not good'...so, yeah, I've now taken a
more...I'm not as wide-eyed when it comes to
Wkipedia. [FG2, f15]

As a consequence of not fully trusting Wikipedia, some
consumers developed double-checking mechanisms for the
information retrieved (ie, crosschecking the information found
on Wikipediawith another online source.) Participants reported
that they had not updated any Wikipedia content.

The mgjority of participants accessed video-sharing platforms,
but very few used them for health-related reasons. YouTube,
the only video-sharing platform cited, alows participants to
access health information and peer experiences in a video
format. The only use of YouTube for heath-related reasons
reported was to learn about medical procedures and to watch
surgeries participants had undergone or were to undergo.

| wanted to know how that process was done, the
ultrasound...and injecting, cortisone injection. So |
wanted to know what the procedure was. So, | went
through the whole thing. [FG3, f17]

While the graphic details of health proceduresin video footage
were not attractive to some participants, the discussion sparked
interest in accessing video footage for health-related purposes
among those who had not used YouTube for that purpose to
date. No participant had upl oaded videos about their own health
experiences.

| use YouTube but | never thought about [it] for
health...but probably there must be something. I'm
curiousto see. [FG3, f18]

Blogs were considered good platforms to learn about other
peopl€'s health experiences. Most participantswould read blogs
but not write on them. Only 1 participant was blogging about
his own experiences with the disease and therapeutic
breakthroughsin the area.

| like to blog my own experience so that others can
relate and get the benefit. And if | find something
which is innovative, then that's something | would
like to share. Because | tend to read a lot of medical
journals, the original research findings. [FG1, m6]

However, blog use was much less common among participants.
Blogswere surpassed by newer platformslike social networking
Sites.

...since Facebook came along, blogs went out the
window for me. [FG2, m13]

A few participants reported using Twitter, mostly to access
general information or news. Only 1 participant used Twitter
to obtain medical information.
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...talking about drugs and their effects. Legal drugs...
Nobody follows me. But | follow them. | don’t post
anything but | read all that stuff. [FG1, m1]

Accessto Social Media Platforms

Thistheme describes how long participants had been accessing
social media platforms, how often, how they were accessed,
and when social media was used. The duration of time
consumers had been using socia media varied. While the
majority reported having using it for a long time, some had
started using it later, with afew participants reporting that they
had only recently started using social media.

The frequency of social media use among participants ranged
from “virtually on it al the time” to “a few times a week” to
“daily” to “whenever you've got a pocket of time” The
frequency of social media use was related to its availability on
several electronic devices, such as computers, laptops, tablets,
and mobile phones. The devices used for accessing online
platforms varied depending on where participants were at the
time of access(eg, traveling, at home, or at work). For example,
portable devices, particularly hand-held ones like mobile phones,
were commonly used for socia mediaaccess during commuting
time on public transportation, while laptops and tablets were
mainly used at home, and desktops were mostly used at work.

For those working in offices, social media was constantly
present on their computer screens. Facebook, for example, was
accessed multiple times a day by those working in front of a
computer. However, not everyone was comfortable using social
mediaat work dueto job restrictions or privacy concerns; some
preferred to only access social media during their free evening
time at home.

Some participants preferred to regularly access social mediafor
health-related activities in the evenings at home, with one
participant recognizing that it would be wise to allocate timeto
conduct online health-related activities.

| should be doing it when I’'m on an even keel or
probably allocating a certain amount of time to do
proper research and understand a little bit more about
the types and nature of the medications. [FG, m13]

Most commonly, a new health problem or a disease flare-up
were triggers for online engagement.

I’ve got Crohn’s disease and it comes and goes. So,
| could go for 6 months, I'mfine, | don’t need to get
any help. But, if I'm going through a bad period, and
I’'m finding it really hard going then I'll go on to
forums, just look up anything that | can find, just to
get me through. [FG5, f34]

Indeed, it was expressed by afew participantsthat social media
for health-related purposes was only used when needed.

| only go on it when I'm not well. [FG5, f34]

| don't kind of scroll through this all the time, | only
use it when | need it. [FG5, m35]

http://www.jmir.org/2017/10/e352/
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Health-Related Activities That Take Place on Social
Media

Reasons For Social Media Engagement

Several reasons were mentioned by participants for engaging
insocia mediaplatformsfor health-related reasons. Information
(ie, accessing user-friendly health information, especially other
people's experiences and treatment information) and social
support (ie, relating to people with the same problem and
providing and gaining encouragement) were the main motives
for accessing social mediafor health-related purposes.

Getting More I nformation

Obtaining user-friendly health information was one of the major
reasonsfor using social mediafor health-rel ated purposes. Socia
media also had the advantage of being interactive, with
participants being able to ask questions and provide answers
and comments.

Participantswereinterested to know what other people with the
same condition were being treated with and to |earn about other
peopl€'s experiences with the same medication.

I’m on medication of course | did some research on
medication. And also, | just want to know what other
peopl e take and what they eat and what they do. [FG2,
f12]

| look for a testimonial, the history of using it
[medication], the experiences they’ve had, the side
effects, and so forth. Whether it was effective. [FG2,
m11]

Sometimes this represented a double-checking mechanism in
order to verify if the medication prescribed for them really was
the adequate course of action to be taken.

Side effectswere amajor trigger for onlineresearch, particularly
when starting a new medication. Participants stated that the
information presented on pharmaceutical company websites
did not meet consumer needs since they provided too much
genera information, particularly for side effects. Therefore
consumers preferred to hear what was really happening with
peopl e taking the medication.

..ifit [side effect] really happensto people. So | think
it's better to talk to somebody who is really using
medication. [FG3, f18]

Interacting on social mediawith peersinfluenced the way most
participants perceived their treatment, which could in turn
impact medication adherence.

...my wife says ‘ those new tabl ets the doctor gave me
isgiving mepainsinthechest’...and I'll go ‘let'shave
a look at that'...and all of a sudden there's a forum
and ‘don't take them! [FG2, m13]

Social media was also used to identify and learn about
complementary and alternative medicines, especially as
participants felt that doctors were reluctant to provide such
options.

| go in and ask people ‘what are you taking? Soit’'s
not chemicals, not prescription drugs. And I’ ve been
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suffering from GORD for years. And people start
taking apple cider vinegar. So, every day | drink apple
cider vinegar and I’ m throwing the [ medicine name]
tablets away...with my wife's medication as well, |
look to see if there's alternative medicines for her as
well so we can start getting off prescription drugs.
[FG2, m13]

Provision of incomplete health information from health care
professional swas another reason for resorting to online sources

..thereisa forumthat | basically sometimes belong
to on Facebook, for one condition, my arthritis...so,
when I'm considering a medication, when I'm
concerned about a contradiction, because | find my
doctor, despite his best efforts, is not very thorough.
Same with the pharmacist. [FG2, m11]

Fulfilling a Social Need

Animportant activity reported wasto gain social and emotional
support from others with the same problem, particularly after
receiving a diagnosis of a chronic condition, to feel that “this
is not the end of the world” (FGL1, f5).

It was emphasized that getting support from people going
through the same health problemswasreally important because
people could easily relate to one another. It was mentioned that
although people receive help and support from family and
friends, the fact that they were not experiencing that same
problem themselves prevented them from completely
understanding what the disease bearer was going through or
experiencing.

Additionally, consumers were resorting to online support
because they could not find the support they needed from their
regular health services. Thisrevealed a problem within the way
the current health care system: alack of a holistic approach to
address consumer needs. It was revealed that participant needs
were not only medical and therapeutic but also social.

...you find like-minded people, people you haven't
met before but like posting things that are really
helpful. And you feel like you can find supportsthere.
And you can go into support groups. And like, actually
meet up and stuff like that. So, | think that's really a
great part of today's world. Like, | find it very hard
to go to a support group within a hospital that a
hospital organizes, but you can find... [FG5, f32]

Observing Ver sus Posting

The majority of participant engagement in social media was
observational (ie, accessing and reading health information
rather than providing).

| don’t usually post. | usually just go into read other
people’s, to get experiences and see if | can learn
something else about what's out there. If I'm trying
out a new pump device, I'll try and get people’s
feedback about what their experiences with health
insurance or with the pump itself have been. [FG2,
f10]
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Participants refrained from contributing if they felt that they
would not add new or relevant information.

| don’t tend to give because | find alot of it isalready
there. So, like, yeah, I'll just be repeating what other
people [say] ... [FG3, m19]
A participant even expressed afeeling of guilt for not being an
active contributor on online forums, especialy as he gained
information from them. Another participant raised the legal
responsibility for medical advice on health-related social media
groups as a reason for not providing information.

...because someone could say, | took his advice and
now look at what it'sdoneto me. It'smade me so sick
| want to sue them. | want to sue him for telling me
the information. [FG2, m9]

Neverthel ess there were some participantswho were very active
in providing information, and in general, participants seemed
to bewilling to contribute aslong asthey considered themselves
knowledgeabl e about the topic (disease condition or treatment).
Those who were actively contributing were comfortable because
most of the timetheinformation shared wasrelated to their own
experiences.

I’m very comfortable because I'm not really giving
out information. I’ mjust sharing what my experiences
are. So I'mnot really advising somebody thisiswhat
happens. | just say, well, thishappened to me and this
works for me, those sorts of things. [FG1, m7]

Some participants expressed their approximate involvement:
“80% absorbing, reading and then 20 basically would be
contributing” (FG2, m11); “mineisabout 70-30. | observe about
70 and post about 30" (FG4, m26); “but yeah probably 95 to
5" (FG4, f28); “I'm 95-5" (FG4, m23). However active
contribution could increase if more people were attracted to the
discussion.

I’m probably about 60-40...absorbing 60, contributing
40. But once | get going, and then all of a sudden,
bang someone's asking me a question back. I'mlike
“hang on, I’'mout here alone, people are reading what
I’'mtyping’...so then I’ mback again and then 2 people
come back and then all of a sudden it's good
conversation—we've got 100 people in the
conversation. [FG2, m13]

A genuine desire to help others going through the same health
issues was a driver for being an active contributor on online
forums.

| feel it is essential as well...because the interested
parties can benefit. Even if one person gets some
additional benefit due to your experience, it's well
worth your time. [FG1, m6]

Social Media I dentity and Privacy

Several approaches dealing with social media identity and
privacy wereidentified. They ranged from total openness, such
as consumers using their own names and pictures on social
media profiles and online forums, to participants restricting the
availability of their private details. A few participants were
totally open about their identity while interacting on social
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media and did not consider it problematic to have friends and
contacts seeing their online health-related activities.

I’m not concerned about people seeing a perception
of my identity just because I've contributed to a
discussion forum...and I'm really aware of the fact
that if I am discussing something in a public forum,
it's something that I’m quite happy for everyone to
know. [FG2, m11]

Somewere using their first name only, instead of their full name,
to avoid complete disclosure of their personal information. Some
preferred to omit certain personal details, such as surname or
date of birth.

Another approach was the use of social media privacy settings.
Participants felt that this safeguarded their privacy and
confidentiality of the health information posted online. In order
for this process to be effective, the socia media friends or
contacts had to be organized into different lists according to
their interests (ie, health-related contacts). Then future posts
could be seen only by those in selected lists chosen as the
audience.

...that’swhy | have groups. | have different subgroups.
Like then you can check like I'm sharing this and |
want only these people to know, or I'm sharing that
and anybody to know it. [FG1, 8]

The use of privacy settings, however, was not perceived to be
a complete guarantee of privacy for 2 reasons. social media
platforms were perceived to benefit from providing participant
details to third parties for a profit and social media platform
privacy policies could change unexpectedly.

Those who were more concerned about online privacy resorted
to the use of pseudonyms or avoided using their own pictures
in social media profiles. It is noteworthy that anonymity on
social media platforms evoked different opinions. On the one
hand, it was mentioned that anonymity could have adeleterious
effect on the trustworthiness of the information provided online.
On the other hand, the use of an alias was regarded as crucial
by some participants to not only safeguard their privacy but
also to foster the provision and sharing of personal information
needed for peer discussions. The supporters of anonymity
emphasized that the content of the information and the way it
was presented was more important than the source’s identity.

Thereasons provided for keeping online activities private ranged
from personal concerns (ie, not wanting friends to know their
health problems) to stigma associated with certain diseases and
the risk of impacting their professional life (eg, worried about
losing their jobs because of their medical condition).

Discussion

Principal Findings

This study shedslight on how consumerswith chronic medical
conditions and on medications were accessing social mediafor
health-related purposes, which socia mediaplatformsthey were
accessing, and how they used social media for health-related
purposes. Although focused on the Australian context, these
findings may be transferable to other similar settings dueto the
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ubiquitous nature of social mediaand the ability to access social
media from any part of the globe with Internet access.

Degspite the reported widespread use of social media, it was
interesting to note that general search engines remained the key
starting point for online health searches. This finding confirms
and helpsto consolidate the prominent position of general search
engines as the initial and most used strategy to locate online
health information [32-37]. This study further highlights that
even though participants were seeking social media platforms
for health-related information and peer interactions, very few
knew how to effectively search within social media platforms
themselves. This may be due to the limited understanding of
search engines and how to effectively and efficiently search in
the online environment. However, once certain social media
platforms were used for health-related reasons, consumers
tended to keep using them and use the search function within
social mediaplatformsto locate topics of interest. Asmore and
more health-related services and other daily servicesaremoving
to an online interface, it is essential that consumers are better
educated on how to efficiently search, access, and effectively
use socia media platforms as well as other platforms. It is
possible that their limited searching abilities narrow the social
networking sites and other online sites they can access for
information.

Oneimportant factor leading consumersto use social mediafor
health-related purposes was the fact that these platforms were
already part of their online daily activities, and incorporating a
health component was easy and very convenient. The high
availability of mobile phones has afforded easy access and
therefore, participants do not need to be at home or in the office
and can conduct searches and interact online even while in
transit. This important finding demonstrates that consumer
access and experience with socia media platforms for
nonhealth-related reasons has been easily extended and applied
to health-related purposes and health-specific social media
platforms. More and more consumers are therefore online, with
the ability to access people online becoming today’snorm. This
increased accessto consumers provides asignificant opportunity
for hedlth care professionals and the health care system that
should be capitalized for better patient health outcomes.

Therange of social mediaplatformsused highlightsthe diversity
of consumer health-related needs and the importance of having
a range of sources of information that can be accessed and
interacted with online. Not surprisingly, Wikipedia was
commonly used to access health-related information. Besides
being user-friendly, Wikipediaappears on thefirst page of most
searches and is considered a prominent source of online health
information [38]. The common use of Wikipedia for health
information reported in this study strengthens the call for the
medical community tojoinin editing Wikipediaentriesin order
to ensure their accuracy and also to use Wikipediaas atool for
global public heath promotion [39]. The study findings
demonstrated that some consumers do contribute to social media
(in particular via social networking sitess, such as Facebook)
by providing information, responding to other consumers, and
supporting people. Therefore, Wikipedia, as a commonly
accessed social media, could provide a novel opportunity for
consumers to contribute; for example, heath-related entries

JMed Internet Res 2017 | vol. 19 | iss. 10 | €352 | p. 7
(page number not for citation purposes)


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

JOURNAL OF MEDICAL INTERNET RESEARCH

could have a section about consumer experiences and
testimonials where first-hand information about disease and
treatment could be provided by people. Additionaly, links to
other platforms providing experiential knowledge (such as
YouTube clips) could be included in this section. As
demonstrated in this study, consumers value each other's
knowledge and experiences, and entriesin Wikipediaare likely
to be welcomed by consumers.

This study has shown that consumers were actively searching
for health information online and interacting with peers for
health-related reasons. Despite having access to health care
professionals, consumers felt they were not getting as much
information as they felt that they needed. Thisisin line with
previous research that has identified lack of information
provided by health care professionalsasareason for consumers
resorting to onlineinformation [35,40,41]. However, this study
has a so demonstrated that support isakey reason for consumers
going online. This is an important finding and highlights the
gap in the current health care and social support patients with
chronic medical conditions are receiving. The participants in
thisstudy have voiced thisgap in their overall health carewhich
they felt they were addressing through engagement with social
media. Participation in online groups creates a sense of
belonging to a community and being connected to others[42].
This online connection with peers provides an avenue to vent
emotional difficulties[43-46] and obtain emotional relief from
peers [44,45]. This emotional support could positively impact
consumer ability to cope with problems[44,46-48] and increase
self-esteem and confidence [49]. Additionally, socia and
emotional support obtained online from peers can improve
disease self-management and control [42,50].

Most of the study participants had a passive role in the social
mediagroups and online communitiesthey belonged to (ie, they
werereading much morethan they were contributing). However,
they appeared satisfied with this level of active engagement,
although there were comments that they contribute when they
felt that they had something new and valuable to add. Thislow
level of active contribution is in agreement with findings from
a US survey that revealed that less than 15% of Internet users
were engaged in the creation of online content [51]. Even
smaller numberswere reported inaUK study, which found that
only 7.5% of users were responsible for posting most of the
health-related content [52]. It has been claimed that writing
about health problems could have a positive effect on reducing
emotional distress [53]. In contrast, another research study
concluded that observational participants (also called lurkers)
benefited as much as those who actively contributed [45,50].
Thisis certainly atopic that needs further exploration because
if providing information really has a positive impact, social
media has a great potential to improve the well-being of
consumers as identified in this study.

One explanation for the low contribution found in this study
could be the perceived requirement to disclose a great deal of
personal information on social media[54]. This study has shown
that consumers were concerned about their privacy when using
social mediafor health-related purposes, with some parti cipants
concesaling their identitiesto remain anonymouswhen discussing
and sharing health information online and others using
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pseudonyms. These strategies were adopted by the participants
so they could still participate and gain benefitsfrom social media
engagement. Consumers could be more active since anonymity
afforded them the opportunity to express themselves truly and
freely [55,56]. Consumers therefore value socia media (the
information they can share and the socia support they can
provide and receive) enough to take extra steps to ensure their
privacy and still engage in social media. Moreover, the online
anonymity is regarded as an important facilitator for full
participation of patients suffering from conditions with high
levelsof stigma, asthey can participate without fear of judgment
[57]. It is known that social networking sites have created the
privacy paradox, as users disclose personal information on social
media and at the same time are concerned about their privacy
[54]. Thisprivacy paradox can impact the extent of information
shared on social media. Facebook has afforded its users the
ability to control their profile and activity visibility through the
use of privacy settings, which were used by some of our
participants. But as persona information disclosure is the
default, users have to be vigilant and make an effort to control
what is public or private, and of course they have to first be
aware of the privacy settings and how to use them. The use of
privacy settings, however, is an issue for al users of social
media. A 2012 survey showed that almost 60% of general social
media users set profile privacy, despite half of them reporting
some difficulty in the task [58].

Limitations

Thefindings of thisstudy should be considered in light of certain
limitations. First, the findings despite providing useful insights
are not intended to be generalizable due to the qudlitative
approach used. Additionally, al participants were recruited
from the Sydney metropolitan area, which might restrict the
transferability of findings to other populations (ie, it may not
be representative of a cross-section of Australian consumer
experience and views related to the use of social media for
health). Second, it was not possible to completely isolate
consumer activitieson social mediaplatformsfrom other online
platforms, such aswebsites. It seemsthat consumersand regular
users of social mediado not see aclear and definite separation
between dot.com websites and socia media platforms and
instead see an evol ution within the same concept. Thefacilitator
ensured that the focus was always on social media platforms.
Third, the focus group approach, despite serving as a way of
stimulating participants to express their experiences and
opinions, could also have deterred some participants from fully
expressing themselves. To minimizethis, al focus groupswere
run by an experienced facilitator who ensured that each
participant could report on their experiences and opinions. Last,
due to the dynamic nature of social media, the findings represent
the situation at the time of the study only and patterns of use
might change quickly.

Conclusion

Consumers used a wide range of social media platforms for
health-related purposes, accessing social media at home, in
transit, and in the workplace. Several electronic devices, in
particular mobile phones, were used to access social media.
Consumersstill relied heavily on search enginesfor their initial
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health searches, but explorations within social media platforms
were also mentioned. Participants observed far more than they
actively posted on social media. They wanted to learn about
their disease and treatment (including potential side effects) and
to provide and seek social and emotional support. Identity and
privacy was aconcern but did not prevent consumersfrom fully

Benetoli et d

engaging with a community of peers dealing with the same
health problem. Social media platforms provide important
opportunitiesfor health care professional involvement in patient
care, from public health initiatives to treatment and monitoring
of patients.
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