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Abstract. This review provides a snapshot of the literature in online communi-
ties for healthcare consumers. It summarizes the features commonly used by
healthcare consumers in online communities: seeking and sharing personal ex-
periences, opinions and answers, and exchanging social support. This review
also identifies behaviors that are commonly practiced by healthcare consumers
but are not readily supported in current online communities. These include col-
laborative healthcare decision-making, conducting social comparison, and lurk-
ing in online communities. This review concludes by emphasizing the impor-
tance of trust, privacy and safety when designing an online community for
healthcare consumers, particularly in the age of Web 2.0.
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1 Introduction

An increasing number of people turn to the Internet for healthcare-related information
and advice. At the same time, studies have reported that other people are one of the
most important sources of information that influence healthcare consumers’ actions
when confronted with a health-related matter [1-6]. Online communities provide a
means for people to share information and interact socially over the Internet. In the
United States, 30% of the 90 million people who have participated in online commu-
nities have accessed such communities for medical or health-related purposes [7].

An online community that allows healthcare consumers to share information, inter-
act with fellow consumers and provide support is not a new idea. Prior to Web 2.0,
online communities for healthcare consumers existed in many forms, such as discus-
sion forums, chat rooms, newsgroups and mailing lists [8]. Researchers have also
made suggestions on ways we can use Web 2.0 technologies, such as using blogs,
wikis, mashups and RSS feeds, to enrich the online experience for clinicians and
healthcare consumers [9-13]. With the role of the Internet as a platform for social
networks, typified by the growing interest in sites like Wikipedia, Facebook, and
MySpace, we can envisage more consumers seeking health-related information and
advice from online peer networks. How do we design online communities that meet
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our healthcare information needs, and promote social interaction and information
sharing in a safe manner without jeopardizing the privacy of our personal health in-
formation?

This review takes a different approach from previous reviews by identifying be-
haviors that healthcare consumers practice when confronted with a health-related
matter that are not supported effectively in current online communities. The aim of
this review is to examine literature from multiple disciplines to identify key social
features and issues to consider when building an online community for healthcare
consumers. It is not intended to be a comprehensive review, but rather a snapshot of
recent literature in the various fields that are relevant to online healthcare communi-
ties. It will start by reviewing social features that are commonly found in these online
communities, proceed to compare this feature set with the set of behaviors consumers
actually practice when facing a health-related matter, and then identify needs that are
currently not being met. The review then discusses the importance of trust, privacy
and safety when designing an online community for healthcare consumers, particu-
larly in the age of Web 2.0.

2 Current Features in Online Healthcare Consumer Communities

Online communities for healthcare consumers often exist in the form of interactive
health communication applications, providing health information with at least one of
the following features: social support, decision support, and behavior change support
[14]. At present, the most common forms of social behavior in online healthcare con-
sumer communities are seeking and sharing personal experiences, opinions and an-
swers, and providing support and empathy [15].

2.1 Seeking and Sharing Personal Experiences, Opinions and Answers

In online communities, healthcare consumers access stories of fellow consumers’
experience to help them understand their condition, normalize and make sense of their
personal experience, manage their fears and maintain hope [16]. They also seek and
share opinions and answers to questions that aid in decision-making. Consumers more
likely to search for help online are those with illnesses that have a limited number of
standard treatment options, have an uncertain etiology, or are considered embarrass-
ing, stigmatizing or disfiguring [17, 18].

Common types of questions asked and information sought from online communi-
ties include: (i) asking questions and seeking advice from others who have had the
experience, e.g. “can anyone help...?”, “does anybody know ... 7’ [19]; (ii) comparing
the course of treatment and validating symptoms with others, e.g. “were you feeling
X ... at stage Y?” [19]; (iii) seeking self-care information and day-to-day coping
strategies, especially with side effects of treatment and recurrence of disease [19]; and
(iv) looking for other sources of information written by and for people in the same or
similar situation to themselves [16].

The way healthcare consumers interact with others in online discussions can de-
pend on the health condition they are experiencing. In a three-month study analyzing
the content of postings in online support groups for consumers with breast cancer,
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fibromyalgia and arthritis—diseases that can be associated with chronic physical or
psychological pain and suffering—postings were most often made to share personal
experiences, provide empathy and support, and share information on what the condi-
tion feels like and what to expect next [15]. It was noted that the style of postings
varied depending on the disease. Consumers in the support groups for breast cancer
and fibromyalgia—diseases that are often incurable or unable to be treated effec-
tively—often used ‘chit chat’ [15], establishing and contributing to a community
offering trust, warmth, concern and a normalizing experience among group members.
On the other hand, consumers in the arthritis group used relatively less ‘chit chat’, and
postings were more matter-of-fact in style, with discussions centering on treatment,
medications and restrictions on daily living imposed by the disease [15]. During the
study period, only a small number of postings contained actual medical information,
and none of the postings contained medical information considered potentially dan-
gerous to other consumers [15].

Practical information on how to manage day-to-day life in the context of disease is
often not available from clinicians but can be obtained from fellow consumers who have
lived through the experience [20]. By reading fellow consumers’ opinions and advice,
consumers gained knowledge on how to manage and accommodate their condition, and
felt better informed to ask important questions to their clinicians [19]. In fact, studies
have found there is an emerging cohort of consumers who feel the need to be—or at
least appear to be—experts in their disease, locate effective treatments for themselves,
and be able to question the advice and decisions of health professionals [21].

2.2 Seeking Support, Empathy and a Sense of Belonging

Healthcare consumers using online communities commonly seek support, empathy
and a sense of belonging amongst people experiencing a similar situation. Consumers
sharing comparable experiences and facing similar challenges report experiencing
significantly less loneliness and withdrawn behavior, developing a sense of camarade-
rie with fellow consumers, and experiencing less anxiety and resistance towards their
treatment [7].

Men and women have been observed to seek support from online communities in
different ways. While men participating in online discussions are more likely to ask
for information directly relating to a health condition, women are more likely to share
personal experiences and provide encouragement and support [17]. In addition, men
appear to prefer to participate in online communities than face-to-face support groups,
and have been reported to be twice as likely to use online communities for support
than face-to-face groups [17].

The development of ‘virtual factitious disorder’, or ‘Munchausen by Internet’, has
demonstrated the importance that some individuals place on the support and sense of
community they can obtain from online health groups. In this phenomenon, named by
analogy with the real-world factitious disorder and Munchausen syndrome, members
of online communities intentionally deceive others by feigning illness in order to
obtain sympathy and attention [17].

More research is needed to explore the impact of online communities on managing
health and making healthcare decisions, in particular to influences on compliance
with medical treatment, health behaviors and health outcomes [17].
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3 Social Behaviors Not Yet Supported in Online Healthcare
Consumer Communities

Current online healthcare consumer communities do not directly address or facilitate all
forms of social conduct that people tend to employ when faced with a health-related
matter. Examples of social activity not well supported currently include: (i) recognizing
that healthcare decision-making is often a collaborative process that involves seeking
opinion and having discussion with multiple parties before reaching a decision; (ii)
conducting social comparison, the process of comparing the self with others who are
similar or dissimilar [22], which includes comparison with the self and others at differ-
ent points in time [23]; and (iii) lurking in online communities, the process of reading an
online discussion without contributing to the discussion. These processes are practiced
by consumers at different stages of their health journey; for example, lurking is more
likely during initial information gathering in the early part of a journey, while collabora-
tive decision-making is likely to occur later in the journey.

3.1 Supporting Healthcare Decision-Making as a Collaborative Process

Management of a health condition and the related decision-making is a collaborative
process, often involving not only the experience of the consumer but that of his or her
family and other close associates [19]. However, a paucity of research attention has
been given to the information needs of caregivers, family members, and friends who are
involved in the process [24]. In particular, few, if any, studies have looked at the interac-
tions between consumers and those helping them to manage their condition [25].

The influence of a consumer’s close social network on the health decision-making
process needs to be explored with further research [25]. One study found that only
4.8% of cancer patients personally accessed the Internet for health information, but
50% of them receive information from the Internet via their family [26]. When con-
sumers find information online that they do not trust or believe, they ask their close
network and clinicians to evaluate the information and provide advice [19]. During
the decision-making process, consumers often consult online information and inte-
grate it with offline advice from friends, family and clinicians before being able to
reach a final decision with confidence [16].

A consumer’s close network can also reduce consumers’ use of online information
and involvement in online communities. For example, some consumers are discour-
aged from participating in chat rooms and online bulletin boards by family members
who believe that they are poor sources of factual information [19]. Other consumers
feel that the support of their friends and family members is sufficient, and do not seek
further information from the Internet [19].

The needs of a consumer’s close network group, in particular the primary care-
giver, also need careful consideration. Caregivers often take the responsibility of
interacting with clinicians, asking questions on behalf of the consumer, managing the
logistics of care plans, and finding information online for the consumer [19]. The
caretaking process can be stressful and demanding that caregivers express the need to
vent feelings of anger, frustration or helplessness [17]. Despite this, there are few, if
any, online tools designed specifically to support the caregiving process. In particular,
caregivers need to be supported when they are required to make high-impact or
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otherwise difficult decisions on behalf of consumers who are unable to assert their
will or lack decision-making abilities.

3.2 Facilitating Social Comparison

Consumers often take their own journey as a starting point and search for fellow con-
sumers’ stories and experiences for comparison and advice. Studies have reported that
consumers often conduct ‘upward’ (i.e. comparing with others who are doing better
than themselves) or ‘downward’ (i.e. comparing with others who are doing worse)
comparisons with fellow consumers to help gauge their own progress and to seek
comfort in the knowledge that there is hope and that they are not in the worst
situation [27].

A few studies have examined ways to facilitate upward and downward social com-
parison. For example, Overberg and colleagues examined the information needs of
breast cancer patients and proposed additional features on search engines that retrieve
fellow consumers’ stories based on the content of the stories or the medical history of
the authors. They found that consumers want functions that: (i) conduct searches
using content keywords to find stories; (ii) allow stories relevant to the consumer to
be retrieved, by searching on personal data of the author such as age, treatment un-
dergone, time since diagnosis, and presence of metastases; and (iii) retrieve stories
based on writing style or story ending (e.g. to find stories that reflect the consumer’s
possible future disease states) [20]. More research is needed to investigate other
mechanisms to facilitate social comparison.

3.3 Supporting Lurking Behaviors

Lurking in online communities (reading online discussions without contributing to the
discussion) is an extremely common activity: it has been reported that 90% of users in
online communities are lurkers [28]. However, few, if any, tools have been designed
to support the information foraging and decision-making behaviors of this large group
of users. Social features emerging in non-healthcare online communities may have a
role supporting lurkers as they forage across different online communities, and may
encourage them to actively participate in online communities. Examples of these
features include: social rewarding (using mechanisms, such as a points or ratings
system, to motivate users to contribute to the community to elevate their reputation
and status in the community) [29], facilitation of social presence (the ability of a user
to appear to be a ‘real person’ within the community by participating frequently and
actively) [30], social roles and types (explicit titles and roles for users, such as mem-
ber, leader, or mentor) [31] and social cohesion (mechanisms to help users in a com-
munity work together as a cohesive force to achieve a common goal) [32].

4 Trust, Safety and Privacy Issues

The importance of trust, privacy and safety when designing an online community for
healthcare consumers cannot be overemphasized. Although trust models have been
explored extensively in the field of e-commerce, they remain relatively unexplored in
other domain areas. Trust models for online healthcare communities are likely to
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differ significantly from those in e-commerce because consumers are particularly
vulnerable, and activities in healthcare are more complex and more collaborative than
commercial transactions.

Consumers participating in online healthcare communities often reveal personal in-
formation in intricate detail [33] without necessarily understanding the consequences
of their actions [34]. In the age of Web 2.0, the opinion of popular peers and leaders
in online communities has become the key determinant of the level of influence of
information sources. Established mechanisms that promote safety and privacy in
online discussion forums, such as utilizing a moderator to filter out ‘flaming’ and
other aggressive behavior, may be more difficult to implement in online communities
built using Web 2.0 technologies. Further, Web 2.0 encourages openness and sharing,
yet in healthcare, issues of privacy and security are paramount, especially for people
with health conditions that make them vulnerable to stigmatization and who find
approaching traditional sources of help and information difficult. Although it can be
argued that consumers should feel ‘safe’ by participating anonymously or under pseu-
donyms when revealing their personal health information, there is always the possibil-
ity that the identity of a consumer can be reverse-engineered by assembling data from
different sources.

Healthcare consumers develop trust in online communities through exposure to so-
cial identification cues, such as the use of familiar sounding language and highly
relevant or personalized content [16]. However, recent research shows that consumers
who are least confident in their decisions are the ones most likely to be swayed by
social feedback [35]. Studies have shown that consumers ignore medically credible
sites simply because they do not contain sufficient social identification markers [16].
Research is needed to investigate ways to prevent online communities that are unreli-
able sources of information (such as those with a political or religious agenda against
a certain medical treatment) from misusing social identification cues to mislead or
misguide consumers and gain their trust.

5 Conclusion

Healthcare consumers’ social networks play a key role in their progress through
healthcare journeys, and are vital sources of advice, recommendations, empathy and
support. This has already been recognized on the Internet by the establishment and
popularity of online healthcare consumer communities. Currently, these communities
facilitate a range of forms of social interaction, such as sharing experiences, sharing
opinions and providing support to fellow consumers. However, current communities
are not designed to support important social behaviors such as collaborative decision-
making, social comparison and lurking. Research is needed to explore whether and
how Web 2.0 technologies can assist in the design and implementation of features to
support these behaviors.

Issues of trust, safety and privacy are of the utmost importance, and new trust
models need to be developed to safely enable these additional social behaviors online.
In particular, it will be essential to understand how consumers most vulnerable to
undue influence can be best supported when entering online communities.
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