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The potential of the Internet for peer support 

• In the past 10 years, we have seen an explosion of patient support tools 
(e.g. self-assessment), interventions (e.g. self-management) and 
information online (e.g. websites) 

 

• Peer-to-peer connection has become increasingly popular 

– Social Networking Sites (e.g. Facebook) 

– Bulletin boards / discussion forums 

– Twitter 

– Blogging 

 

• Online equivalent of something that has been happening in the face-to-
face world for many years 

 

 



Online peer support communities 

• “...a group of individuals with similar or common health related interests 

and predominantly non-professional backgrounds (patients, health 

consumers, informal caregivers) who interact and communicate publicly 

through a computer communication network such as the internet (…) 

allowing social networks to build over a distance”  

[Eysenbach et al., 2004] 

 



Common types of online peer support 

• Asynchronous 

– Individuals are not online at the same time 

– Popular examples: discussion forums, mailing lists 

 

• Synchronous 

– Individuals are present at the same time online 

– Popular examples: chat rooms 

 

• (Many) moderated by a health professional or patient? 

 
• Many self-management tools and interventions have a peer support 

community embedded within in them 



Unique 
characteristics 

Increasingly popular with 
patients and the public 

 

1. Patient interviews and 
surveys (both offline and 
online) 

2. Analysis of the online 
discourse 

3. Awareness of the social 
media landscape 

 

Various chronic conditions 
have been researched 
 

 

Accessibility 

Convenience 

Anonymity 

Control over what is said 

Size and mix 



Why do people access online peer support? 

Coulson, N.S. (2013). How do online patient support communities affect the experience of Inflammatory Bowel 
Disease.  JRSM Short Reports, 4, 1-8. 



Accessing online peer support 

Patient 

Condition 

Engagement 

• There are many different factors 
that are associated with 
participation but these are the 
most commonly discussed within 
the literature 

 

• Surveys, interviews, focus groups 
both online and offiline 



Varying levels of engagement 

• Unclear as to why some patients become active contributors while others 
are less involved 

 

• Reasons identified within my own studies – active contributors 

1. Anticipated reciprocity 

2. A sense of efficacy 

3. Gain increased recognition and establish a reputation 

 

• ‘Uses and gratification’ model (Blumler & Katz, 1974) 

– e.g. find information but wish to remain anonymous – lurking 

– e.g. make new friends and connections – take a more active role 

 



Lurking behaviour 

• Not everyone will be an active member of an online community 

 

• Number of ‘lurkers’ varies but can be up to 90% of a community 

 

• Lurking = reading but not posting messages (problems with definitions) 

 

• Is lurking a problem? 

 

• Evidence is mixed and limited but lurkers can derive some benefits from 
simply reading messages but may derive even more benefits if they 
actively engage. In addition, several studies suggest they are less satisfied 
with their online community experience 

Mo, P.K.H. & Coulson, N.S. (2010). Empowering processes in online support groups among people living with 
HIV/AIDS: A comparative analysis of ‘lurkers’ and ‘posters’. Computers in Human Behaviour, 26(5), 1183-1193.  



What do members talk about? 

• Analysis of the content of the communication between members of online 
support communities 

 

• The main focus of much discussion is on medical and illness topics: 

– Symptoms 

– Diagnoses (including pre and post) 

– Treatments 

– Medications 

– The emotional impact of any aspect of the illness experience 

 

• However, off topic conversation is also common! 



How do patients talk online? 

• There has been a considerable 
body of literature that has 
analysed the content of the 
messages posted 

 

• Variety of analytical methods 

– Content analysis 

– Thematic analysis 

– Discourse analysis 

– Interpretative 
phenomenological analysis 

Self-help mechanisms 

Social support 

Empathy 

Paralanguage 

Hyper-personal  

Self-disclosure 



Self-help 
mechanisms 

 

Do online support 
communities provide 
similar therapeutic 
exchanges that occur in 
face-to-face self-help and 
peer support groups? 

 

Perron (2002)  coined the 
term ‘self-help 
mechanisms’ 

 

 

Support or empathy (N=1591; 45.5%) 

Sharing personal experience (N=1588; 45.4%) 

Providing information or advice (N=558; 15.9%) 

Gratitude (N=436; 12.5%) 

Friendship (N=345; 9.9%) 

Chit-chat (N=329; 9.4%) 

Requesting information/advice (N=238; 6.8%) 

Universality (N=169; 4.8%) 

Creative expressions (N=7; 0.2%) 

Malik, S. & Coulson, N.S. (2010). Examining self-help mechanisms in a web-based infertility support community. 
Patient Education & Counseling, 81(2), 315-318.  



Social Support 

Category   N %  
 

Information  730 56.2 
Advice   538 41.4 
Referral to experts 279 21.5 
Situation appraisal 103 7.9 
Teaching   253 19.5 
 

Esteem   310 23.9 
Compliment  115 8.9 
Validation   203 15.6 
Relief of blame  38 2.9 
 

Network   592 45.6 
Access   524 40.3 
Presence   153 11.8 
Companionship  60 4.6 

Category   N % 
 

Emotional  669 51.5  
Relationship  51 3.9  
Virtual affection  30 2.3  
Confidentiality  92 7.1  
Sympathy   117 9.0  
Understanding  340 26.2  
Encouragement  392 30.2  
Prayer   187 14.4  
 

Tangible assistance 284 21.9  
Loan    0 0  
Perform direct task 85 6.5  
Perform indirect task 0 0  
Active participation 48 3.7  
Express willingness 192 14.8 

 

Coulson, N.S., Buchanan, H. & Aubeeluck, A. (2007). Social support in cyberspace: A content analysis of 
communication within a Huntington’s disease online support group. Patient Education & Counseling, 68(2), 173-178.  



Psychosocial benefits of participation? 

 

• To date, there has been a lack of outcome research 

 

• Eysenbach et al., (2004) concluded “lack of robust evidence for the 
psychological and health benefits of peer-to-peer online communities” 

 

• Very few RCTs BUT are other types of design that has suggested a positive 
impact 

 

• Cross-sectional surveys, qualitative interviews, case studies and so on 

 

 

 



Mo, P.K.H. & Coulson, N.S. (2012). Developing a model for online support group use, empowering processes and 
psychosocial outcomes for individuals living with HIV/AIDS. Psychology & Health, 27(4), 445-459.    



Disadvantages Misinformation 

Delayed feedback 

Addictive 

Increases social isolation 

De-individuation 

 

The research literature has 
shown more variability in 
terms of the potential 
disadvantages  

 

Here are some of the more 
common issues the early 
literature suggested were 
problematic 

 

 

 



Infertility 
 

• Did anyone experience any disadvantages and if 
so, what were they? 

 

– 170 (57.8%) reported experiencing 
disadvantages to infertility online support 
communities 

 

– 14 different problems were identified 

 

– Longitudinal research needed to explore the 
impact of these concerns 

 

 

 

Objective: To explore 
perceived disadvantages of 
infertility online support 

 

Design: An online survey 

 

Setting: 5 infertility online 
communities 

 

Participants: 295 patients 
living with female or male 
factor infertility, with nearly 
all female (99.7%) and from 
the UK (89.4%) 
 

Malik, S. & Coulson, N.S. (2010). “They all supported me but I felt like I suddenly didn’t belong anymore”: An 
exploration of perceived disadvantages to online support seeking. Journal of Psychosomatic Obstetrics & Gynecology, 
31(3), 140-149.  



Reading about negative experiences (N=32; 10.9%) 

Reading about others pregnancies (N=26; 8.8%) 

Inaccurate information (N=23; 7.8%) 

Its addictive (N=17; 5.8%) 

Unhelpful replies (N=16; 5.4%) 

Volume of messages (N=14; 4.8%) 

Cliquishness (N=12; 4%) 

Technical issues related to the site (N=10; 3.4%) 

Hostile behaviour (N=7; 2.4%) 

Social comparison (N=7; 2.4%) 

Lack of physical proximity (N=4; 1.4%) 

Judgemental replies (N=3; 1%) 

Lack of privacy (N=2; 0.7%) 

Not receiving a reply (N=2; 0.7%) 



Negative 
Experiences 

 

 

 

“Can cause you to panic about what could 
happen. You can read too much into the 

symptoms that other Crohn’s patients suffer 
and worry this could happen to you.” 

 

“There are a lot of horror stories as mainly 
really sick people are online (too sick to be 
elsewhere). People who recover or are in 

remission stop posting. So we lose access to 
people who could add immense value by 

sharing how they recovered.” 

 

 

 
Objective: To explore how 
participation in an online 
support community may 
impact upon the experience 
of inflammatory bowel 
disease (IBD). 
  
Design: An online survey 
 
Setting: 35 IBD online 
communities 
 
Participants: 249 males and 
females aged 16–69 years, 
living with either Crohn’s 
disease (65.9%) or ulcerative 
colitis (26.1%) or awaiting 
formal diagnosis (8%) 
 

Coulson, N.S. (2013). How do online patient support communities affect the experience of Inflammatory Bowel 
disease? An online survey. Journal of the Royal Society of Medicine Short Reports, 4, 1-8. 



Conclusions 
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