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Abstract

Several studies have investigated forum engagement, with a small but growing body of research
focussing on the number of people using a forum (membership growth), how they use it (header
analysis) and how they introduce themselves (introductory messages). Most studies use established
forums and little is known about newly launched forums. This study examines engagement in a newly
launched forum for Complex Regional Pain Syndrome. Results showed that membership growth
occurred in bursts that were closely linked to promotional strategies. Header analysis showed the
forum was used throughout the day, evening and night, with a focus on providing support as well as
receiving it. Introductory messages took the form of disease stories with six themes: personal details,
precipitating event, symptoms, treatment, living with CRPS, and reasons for joining. Implications and

areas for future research are discussed.
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1. Introduction

Complex Regional Pain Syndrome (CRPS) is a chronic illness associated with a range of debilitating
symptoms including unexplained pain, increased sensitivity to touch, motor dysfunction, and changes
in skin colour and temperature (Turner-Stokes & Goebel, 2011), with an estimated incidence rate of
5.46-26.2 new cases per 100,000 annually (de Mos et al., 2007; Sandroni, Benrud-Larson,
McClelland, & Low, 2003). Individuals with CRPS may find it difficult to participate in social and
recreational activities (Galer, Henderson, Perander, & Jensen, 2000), leaving them with a greatly
reduced network through which they can obtain support (Rodham, McCabe, & Blake, 2009).

Consequently, individuals with this illness may benefit from social support received over the Internet.

The Internet and social media provide new opportunities for people to interact with like-minded
individuals (Ridings & Gefen, 2004), and can be used to obtain health-related information and advice
(Leung, 2008; Powell, Darvell, & Gray, 2003). Online support communities allow individuals to
discuss health-related topics with others who have been through similar experiences, to support one
another and talk about the unique difficulties associated with illnesses like CRPS (Attard & Coulson,
2012; Coulson, 2005; Rodham et al., 2009). These communities use several technologies including
Web forums and e-mail ListServs, with forums being the most popular (Barak, Boniel-Nissim, &
Suler, 2008).

Forums provide flexible access to support at any time of the day or night (Malik & Coulson, 2008),

making it easy to fit support needs around work, family, study or other commitments (Coulson, 2013;



Coulson & Knibb, 2007). However, the lack of physical proximity can make it difficult to develop
meaningful relationships and offer physical comfort, which may leave members feeling isolated in
real life (Coulson, 2013).

1.1. Engagement with online support communities

Engagement has typically been considered in a narrow context. For example, some researchers
examine how often an individual accesses a community or the time spent online in the average session
(Boberg et al., 1995; Zrebiec & Jacobson, 2001), while others describe engagement in terms of
‘posters’ (individuals who post messages) and ‘lurkers’ (individuals who only read messages)
(Malinen, 2015; Mo & Coulson, 2010; Nonnecke & Preece, 2000). Although these are legitimate
components of engagement, we argue that engagement is a broader concept requiring further
elaboration. A small but growing body of research has considered engagement from alternative
perspectives such as membership growth (Iriberri & Leroy, 2009), header analysis (Galegher, Sproull,
& Kiesler, 1998; Winzelberg, 1997) and introductory messages (Barak et al., 2008; Galegher et al.,
1998).

Additionally, most research has focussed on engagement within established forums that produce large
volumes of messages and reward members for their contributions through feedback and social
recognition (see Iriberri & Leroy, 2009). Less is known about engagement with new forums, and few
studies have examined CRPS forums (for exceptions, see Gavin, Rodham, Coulson, & Watts, 2014;
Rodham et al., 2009). Therefore the present study attempts to address some of these issues by
investigating engagement within a newly launched CRPS forum. It considers engagement in terms of

membership growth, header analysis, and introductory messages.
1.2. Membership growth

According to Iriberri and Leroy (2009), online communities evolve through five stages. The first
stage, inception, involves developing an idea for a new community, and the second stage, creation,
entails building the technological components needed to launch it. The third stage, growth, is where
new members join and post messages to request information, provide support, and enforce community
etiquette. During the fourth stage, maturity, trust develops among members and they develop lasting
relationships. Additional members continue to join and provide fresh topics for discussion, while
existing members either continue using the community or lose interest and leave. The final stage,

death, occurs if there is no longer enough content to sustain discussions.

Consequently, the growth of a new forum plays an important role in its success or failure. Forums

need to achieve a ‘critical mass’ of members who are interested in interacting with each other and can



produce a sufficiently diverse range of messages for discussions to become self-sustaining (Jones,
Ravid, & Rafaeli, 2004; McCarty, 1992).

Membership growth could take a number of different forms: a forum might have linear growth where
a consistent number of new members join each month, exponential growth where a snowball effect
causes an ever-increasing number of members to join, or burst growth where some months have a
large increase in members while other months have little or no increase. Few studies have examined
growth patterns, so little is known about forum growth and the number of people who engage with

forums after they have been launched.
1.3. Header analysis

Header analysis reveals how members use forums. Forum messages consist of both header
information and the message body (Petrov¢i¢, Vehovar, & Ziberna, 2012), and have a number of
useful features. For example, headers contain the username of the individual who created that
message, their avatar, the date and time when the message was posted, and possibly other details such
as the date they joined the forum, the number of threads they have created, and the total number of
messages they have posted (Holtz, Kronberger, & Wagner, 2012; Petrovéi¢ et al., 2012). The message

body contains the textual part of the message.

A range of statistical data has been examined including the number of messages posted each day, the
number of replies received, how long it takes to receive a reply, and the time of day when messages
are posted (Boberg et al., 1995; Galegher et al., 1998; Winzelberg, 1997). To date, no studies have
analysed header information in CRPS forums. Consequently, little is known about how individuals
with CRPS use forums, when they post messages, how many messages they write, how many replies

they receive, or how long it takes to receive the first reply.
1.4. Introductory messages

When an individual posts their first message, existing members may respond by being supportive and
welcoming, critical and off-putting, or by ignoring it completely, all of which can influence the
likelihood of the new member continuing to engage with the forum (Barak et al., 2008). Individuals
may use their first post to talk about their medical history (Armstrong, Koteyko, & Powell, 2012), in
effect telling their ‘disease story’. This helps the individual to establish legitimacy (why they have
joined) and authority (why others should listen and reply) within the group (Galegher et al., 1998).

In a recent study, Rodham, Gavin, Coulson, Watts, and Heath (2013) looked at the role of
introductory messages in establishing a new forum, using the same dataset as the present study but
focussing on how identities are formed when a forum is launched. In particular, Rodham et al. found

that the earlier introductory messages ‘set the tone’ for how later members subsequently introduced



themselves. The present study! extends their findings by looking at the entire lifespan of the forum,

and the wider role that introductory messages play in engagement.
1.5. Rationale for the study

Most studies investigating engagement have focussed on existing forums, and little is known about
how members engage with new forums. Additionally, despite the potential benefits of online social
support for CRPS, few studies have investigated how individuals with CRPS engage with forums.
This study investigates engagement in a newly launched CRPS forum, with three aims: First, to
investigate the number of people who join by looking at membership growth. Second, using header
analysis to investigate how members use the forum. Third, to investigate how members introduce

themselves, the structure of these introductions, and what information they disclose.
2. Methods
2.1. Data collection

The data for this study was collected as part of a wider project investigating how the Internet can be
used to support the needs of individuals living with CRPS (see Gavin et al., 2014). This was an
exploratory project to examine how support processes evolve and develop, and was not intended as a
feasibility study. Part of the project involved creating a closed, password-protected forum that
individuals could use in any way that they found helpful. On completion of the project, the intention
was to offer the running and upkeep of the forum to participants, with no further involvement of the

research team.

Research into the sociability of online communities indicates that their success partly depends upon
three factors: purpose, people and policies (Preece, 2001). The purpose of the forum was to
investigate what happens when a new online support community is launched, so it was inherently a
scientific project rather than a self-help group created by individuals with CRPS. The people who
interacted using this forum are described in section 2.2. The policies comprised site rules designed to
create a supportive environment where members respected each other’s opinions and experiences, and

they were not allowed to post abusive or offensive messages.

Unfortunately the forum was hacked seven months into the study, which severely disrupted
communication within the forum. The forum did not recover from this hacking incident and all

subsequent data had to be discarded, leaving seven months of usable data for analysis. This is

! This paper is a revised and expanded version of a paper entitled “Let me introduce myself: The role of first
posts in establishing a common-identity community in an online support forum” presented at the Conference on
Psychology and Social Harmony, Beijing, 24th May 2013.



equivalent to allowing one month for new participants to register followed by six months to use the

forum.

Four boards were created on the forum, two were researcher-led for administrative purposes and two
were member-led. The data for this study was taken from the member-led boards, where discussions
reflected the feelings and experiences of individuals living with CRPS. All messages were included in
the analysis, comprising 76 messages (2 threads) from the ‘Welcome” board and 145 messages (17

threads) from the ‘Your Thoughts and Experiences’ board.
2.2. Participants

An announcement about the project was sent to organisations and charities in the UK that represent
individuals with CRPS, inviting their members to take part (for more information, see Gavin et al.,
2014). Of the 60 who joined the forum, 23 participants (38.3%) posted messages, 2 were
administrators (3.3%) involved in running the project, and 35 were ‘lurkers’ (58.3%). The sample

consisted of the 23 participants who posted messages.

Demographic information was limited to information obtained from the content of messages. Gender
was available for all participants, with 5 males (21.7%) and 18 females (78.3%). Age was available
for 9 participants, ranging from 20 to 54 years with a mean age of 35.6 (13.0) years. Number of years
since diagnosis was available for 14 participants, ranging from 5 months to 10 years with a mean

duration of 3.9 (3.5) years.
2.3. Analysis

Membership growth: The date of each participant’s first message was used to calculate how many

new members joined the forum each month.

Header analysis: The number of messages per day, number of messages per participant, number of
threads per participant, and time of day when each message was written were calculated using
combined data from both boards. The number of replies received and duration of time to receive the
first reply could only be calculated for the “Y our Thoughts and Experiences’ board because the
‘Welcome’ board only had two threads and the first message was posted three months before the

forum was publically launched, creating an outlier that would have skewed the dataset.

Introductory messages: Inductive thematic analysis (Braun & Clarke, 2006) was used to identify
recurring patterns in the first message posted by each participant. Previous research indicates that
individuals may use their first message to talk about their medical history and why they joined the

forum (Armstrong et al., 2012), so the analysis focussed on identifying the structure and key features



of these disease stories. Content analysis (Pfeil & Zaphiris, 2010) was used to count the number of

occurances within each theme.
2.4. Ethical considerations

The Universities of Nottingham and Bath both granted ethical permission for this study, which was
conducted in accordance with the British Psychological Society’s ethical guidelines for online

research (British Psychological Society, 2013).

When registering, all participants were notified that the forum was part of a 12 month research project
and consented to their postings being used for research purposes. Participants’ anonymity and privacy
were protected by removing any potentially identifying information from the quoted extracts of
postings. The use of a closed, password-protected forum makes it impossible to trace quotes back to

their original source.

3. Results

3.1. Membership growth

Table 1 shows the number of new participants who joined the forum each month.
<< TABLE 1 ABOUT HERE >>

Forum membership grew in bursts. The first burst occurred in June when an initial group of 7
participants joined the forum. This was followed by a second burst in September and October when an
additional 11 participants joined. The other months of the study experienced a consistent but much

lower background growth, where only one or two new members joined each month.
3.2. Header analysis

Messages per day: The number of messages posted per day ranged from 0-13, with a mean of 1.0
(2.1). The modal number of messages per day was 0, with 138 out of 213 days (64.8%) where no

messages were posted.

Messages per participant: The number of messages posted by each participant ranged from 1 to 51,
with a mean of 9.5 (12.9). The modal number of messages was 1, with 7 out of 23 participants
(30.4%) only posting a single message. 17 participants (73.9%) were low frequency posters who each
posted less than 9.5 messages, and collectively wrote 55 out of 221 messages (24.9%). The remaining
6 participants (26.1%) were high frequency posters who each posted more than 9.5 messages, and
wrote 166 out of 221 messages (75.1%).



Threads per participant: The number of threads created by each participant ranged from 0 to 4, with a
mean of 0.7 (1.1). The modal number of threads was 0, with 13 out of 23 participants (56.5%) not
creating any threads and only replying to existing postings. 11 out of 19 threads (57.9%) were created
by the 6 high frequency posters.

Replies received: The number of replies per thread ranged from 0 to 32, with a mean of 7.5 (10.4).
The modal number of replies was 1, with 5 out of 17 threads (29.4%) only receiving one reply. 3 out
of 17 threads (17.6%) did not receive any replies. When a new thread was created, the duration of

time before receiving the first reply ranged from 2.2 hours to 11.8 days with a mean of 2.5 (3.3) days.

In longer threads where discussions continued for weeks or months, messages were not evenly
distributed over time. Typically several messages would be written within a relatively short period,
followed by a pause of inactivity lasting for days or weeks, and then another burst of messages would
be written. This pattern was repeated with further pauses and bursts of messages until the discussion

was concluded.

Time of day: 116 messages (52.5%) were posted during the daytime (7:00am to 5:59pm), 57 messages
(25.8%) in the evening (6:00pm to 10:59pm) and 48 messages (21.7%) at night (11:00pm to 6:59am).
The time of day when participants created new threads also showed a similar pattern, with 10 threads

(52.6%) created in the daytime, 5 threads (26.3%) in the evening, and 4 threads (21.1%) at night.

3.3. Introductory messages

21 participants (91.3%) used their first message to introduce themselves and tell their disease story.
Two participants did not introduce themselves, with one using her first message to ask for advice

about disability benefits, and the other campaigning to increase public awareness of CRPS.

Introductory messages were focussed around six themes: Personal details, precipitating event,
symptoms, treatment, living with CRPS, and reasons for joining. All quoted extracts are presented

verbatim with the original grammar, spelling and language used by participants.
3.3.1. Theme 1: Personal details

17 participants (73.9%) provided some personal and demographic information about themselves,
disclosing their name, age, geographical location, occupation, marital status and/or how many
children they have. Messages typically began with “Hi” or “Hello” followed by a brief introduction,

similar to what might happen in a face-to-face interaction:
“Hi I'm [name], I'm [age] years old married with [number of] kids.” (Participant 8)

“Hiall! I'm a [age] year old pharmaceutical science student in [city].” (Participant 12)



3.3.2. Theme 2: Precipitating event

13 participants (56.5%) talked about the precipitating event that triggered their illness, illustrating the
diverse range of incidents that can lead to the onset of CRPS. Three participants developed CRPS
following surgery, three were in a road traffic accident, three suffered a fractured or broken bone, two
had either a sporting injury or impact to the affected limb, one experienced numerous medical
complications making it difficult to establish what caused her illness, and one participant developed

CRPS spontaneously.

Some descriptions went into considerable detail about how they were diagnosed, providing a powerful
and vivid account of the difficulties they had gone through. In the following quote, RSD (Reflex
Sympathetic Dystrophy) is the term typically used in the USA for CRPS:

“I had a car accident 20 years ago [...] I originally hurt my left knee it smashed off the
dashboard [...] 8 years ago they found | have Rsd in both my knees and each operation made
my pain much much worse to a point that it isn't really controlled. | had an op on my right
shoulder which has left it with Rsd and across my neck and down the other arm is playing up

same symptoms as Rsd.” (Participant 7)

Others gave shorter descriptions, typically providing the minimum detail needed to convey their

experiences:

“I came off a motorbike in [year]. | developed CRPS very quickly afterwards and was

diagnosed about 6 or 7 months later.” (Participant 19)
3.3.3. Theme 3: Symptoms

19 participants (82.6%) described the body area affected by CRPS and what symptoms they

experience.

Nine participants had CRPS in their lower limbs, five in their upper limbs, and four in both upper &
lower limbs. Six participants said their CRPS had spread, either because the affected area had

expanded or they had developed CRPS in multiple regions:

“The initial site being my right hand/arm [...]. This gradually spread to my left side although
not quite as bad there. Then after 5yrs | had a fall and after a month in hospital suffered a bad

spread to my right leg.” (Participant 22)

Symptoms included severe pain, burning sensations, heightened sensitivity and/or disproportionate

pain when touched, swelling, changes in skin colour or temperature, and motor restrictions:



“I have the CRPS now in both feet and legs, both hands and arms, with the mottling across
my back and down my left arm and the bone changes and hand changes, swollen feet and
legs, dry sore blurry eyes, and spinal pain, tinnitus, dizzyness, vertigo etc. [...] It was in [year]
the CRPS symptoms of dystonia, memory problems, muscle spasms, oedema night sweats,

and blinding head pains began.” (Participant 6)
3.3.4. Theme 4: Treatment

13 participants (56.5%) talked about treatment regimes, with most having undergone a range of
treatment options including physiotherapy, drug treatment, spinal cord stimulation and specialist

courses.

Physiotherapy: Eight participants had undergone physiotherapy to help overcome motor limitations
associated with CRPS. Although this approach did not work for everyone (“Physio was stopped
because there was no improvement”, participant 11), some individuals found it beneficial to use the
affected limb as much as possible (“I keep as active as | can but as it is now in both legs | do use a

wheelchair when | want to be out and about”, participant 12).

Drug treatment: Seven participants described using medications to control pain levels, with limited
results. Two individuals stopped taking pain medication because it did not work for them (“I gave up
trying the painkillers after them just causing side effects with no positive effects”, participant 5).
Others described their drug regime in various levels of detail, ranging from a brief summary (“I'm on
all the meds, standard, all the pain, standard”, participant 17) to longer descriptions of specific
medications (“I now manage with daily paracetamol and diclofenac. Then buprenorphine on top as

and when required”, participant 12).

Spinal cord simulation (SCS): Two participants used SCS to control their pain levels with mixed
results. SCS worked for one individual (“I was referred, to [hospital] for a spinal cord stimulator. It
was wonderful the day it was fitted it was turned on and my pain level went down to bearable”,
participant 8), but the other experienced difficulties using it to control her pain (“[I] am having real
problems with my scs. This is my second scs as | burned out the first in 5 months”, participant 19).
Additionally, a third participant was offered SCS but declined because she wanted to keep this
available as a future treatment option (“My pain doc is in talks about giving me an SCS but I'm

resisting because I'm managing and I still want options left for the future”, participant 12).

Specialist courses: Six participants had attended specialist pain management and rehabilitation
courses. Two individuals were currently midway through a course (“I am currently at [hospital] on a
four week pain management programme”, participant 1), and others indicated that these had helped

them learn more about controlling their illness and setting realistic goals (“I was lucky enough to ger



funding to stay at [hospital] as an inpatient for 2 weeks. Omg it was mentally, physically, and

sometimes soul destroying. But I learnt so much”, participant 3).
3.3.5. Theme 5: Living with CRPS

16 participants (69.6%) talked about their experience of living with CRPS and its impact on daily
activities. There was a particular focus on good and bad days, loss of career, and the financial impact
of CRPS.

Good and bad days: Fourteen participants described the challenges of CRPS. Several individuals
mentioned pain-related difficulties (“I have learnt to live with my CRPS pretty well although | do
have bad days when I get very frustrated and upset”, participant 13), some lost contact with family
and friends (“CRPS ruined my marriage and friends slowly over the years dropped off”, participant
22), and others struggled with normal activities (“i can’t do my hobbies [...] i struggle with my
gardening, i struggle with shopping and repairing my home”, participant 6). Despite this, participants
described the importance of staying positive and focussing on what they can do (“[I] have stopped
looking at life from the aspect of things | cannot do and now look at what | can do as an
achievement”, participant 22), recognised how lucky they are (“as bad as it gets | thank god I'm here
because it could have been so different | may not have been alive to see my gorgeous children grow
up”, participant 7) and were inspired to help others (“I hit rock bottom and considered suicide, but
then decided I'd got a fantastic wife, kids and friends and instead | am going to work towards setting

up a charity”, participant 8).

Loss of career: Two participants mentioned not being able to work. This had a negative effect on self-
identity through the loss of previously-important social roles (“I spent the first 2yrs in depression and
mourning the loss of my career and life as it was”, participant 22), and led to frustration at being
unable to find suitable employment (“One of my biggest frustrations is not being able to work [...]

and not as yet being able to find a job | can sustain”, participant 9).

Financial impact: One participant talked about the financial impact of CRPS, which meant she faced

higher living expenses while having a greatly reduced income:

“The entire illness so far as cost me all my savings in paying for diy help, decorating help,
garden help. taxi fare, adaptations, heating costs, special footware [...] and now looks like it
may also cost me the family home as | can no longer afford the bills to keep warm [...] The
dwp have me living on £97 a fortnight.” (Participant 6)



3.3.6. Theme 6: Reason for joining

7 participants (30.4%) explicitly mentioned their reasons for joining the forum, with two individuals

giving more than one reason.

Three participants wanted to contribute to scientific research (“I've joined to contribute to the
research”, participant 15), four hoped to meet others with CRPS (“I live in [town] would be interested
in meeting some more people around the area”, participant 17), and two were looking for support and
advice (“[I] am now at a bit of a dead end. [...] Any advise would be greatful, as | don't know where

to go from here”, participant 11).

Interacting with others who understand the challenges of living with CRPS appeared to be particularly

important:

“It is so lovely to see everyone supporting each other on here. It is a great idea to have a site
where we can chat to others who truly understand what it is like to live with CRPS.”
(Participant 18)

4. Discussion

This study looked at engagement in a newly launched CRPS forum, and had three aims. Firstly, to
investigate the number of people who join and use the forum by looking at membership growth.
Secondly, using header analysis to investigate how members use the forum. Thirdly, to investigate
how members introduce themselves by looking at the structure and content of their introductory

messages.
4.1. Membership growth

It was anticipated that membership growth might take the form of linear, exponential or burst growth.
The number of participants grew in bursts, where some months had a large increase in membership

while other months had very little increase.

The majority of growth took place in two distinct bursts, the first in June and the second in September
and October. This coincided with the launch of targeted recruitment campaigns to increase awareness
of the study and attract new members. The other months saw a gradual background increase of one or

two new members per month.

This is consistent with research into how people discover online support communities. According to
van Uden-Kraan et al. (2008), most individuals discover forums by chance while searching for health-
related information, by hearing about them from family members or patient organisations, or through

direct marketing by the community. The two growth bursts occurred in response to marketing



campaigns to recruit new members, while the background growth may have been associated with

individuals discovering the forum by chance or hearing about it through word-of-mouth.

It appears that the success or failure of a new forum may partly be influenced by the promotional
strategies used to recruit members. Growth is the third of Iriberri and Leroy’s five key stages in the
lifecycle of online communities (Iriberri & Leroy, 2009), following on from the group’s inception and
creation. Publicity campaigns promoting a new forum may generate interest and encourage new
members to join by making them aware of the forum, its purpose, target audience, and any
organisations it might be affiliated with. If enough members join then the forum may achieve the

‘critical mass’ needed for discussions to become self-sustaining (Jones et al., 2004; McCarty, 1992).
4.2. Header analysis

This forum had 23 participants who produced a mean of 1.0 message per day and 7.5 replies per
thread. Established online support communities typically have more members, may produce more
messages per day, but can receive fewer replies per thread. For example, an eating disorders group
with 70 members produced 4.4 messages per day and 6.4 replies per thread (Winzelberg, 1997), and
groups for arthritis (16,000 members), attention deficits (18,000 members) and depression (23,000
members) produced an overall mean of 74 messages per day and 3.5 replies per thread (Galegher et
al., 1998).

It appears that smaller groups may produce fewer messages per day because there are less people to
interact with. However, the relationship between membership size and number of replies may be more
complicated. One possibility is that the number of replies may be unrelated to membership size but
instead reflects the supportive intentions and behaviours of members, where a more supportive group
may produce a greater number of replies. Alternatively, larger groups may produce fewer replies

because of diffusion of responsibility.

Diffusion of responsibility (Darley & Latané, 1968) occurs when the presence of a large number of
observers leads to a reduced likelihood of someone helping, and has been found to occur on the
Internet. For example, help requests e-mailed to multiple recipients produce fewer and less helpful
replies (Barron & Yechiam, 2002), and ListServs with a large number of members are less likely to
help than those with a small number of members (Yechiam & Barron, 2003). Yechiam and Barron
suggest two explanations why larger groups produce fewer replies. First, larger groups need an
increased time commitment to read messages and compose replies, so individuals with limited time or
resources will be less likely to respond to any particular message. Second, knowing that a group has

lots of members may lead to the perception that replying is less important because others could reply.



The mode and median number of threads created was 0, showing that most participants contributed to
existing threads rather than starting new threads to discuss their own problems. This suggests that
supporting others may have been an important part of the forum; individuals may not have joined
solely to discuss their own problems and instead used it to help others. Periods of inactivity were
observed within threads, but it is unclear what caused this or if the same phenomenon occurs in other

forums.

The forum was used throughout the day, evening and overnight. This finding is consistent with
previous research conducted using established online support communities (Boberg et al., 1995;
Winzelberg, 1997) suggesting that members have access to information, advice and support at any
time (Malik & Coulson, 2008), therefore making it possible to fit their support needs around other

obligations such as family, work or study commitments (Coulson & Knibb, 2007).
4.3. Introductory messages

Nearly all participants introduced themselves by telling their disease story, with earlier introductions
creating a ‘how-to’ template used by subsequent members for their introductions (Rodham et al.,
2013). These richly detailed descriptions of CRPS-related experiences had six key features: personal
details, precipitating event, symptoms, treatment, living with CRPS, and reasons for joining the

forum.

Personal details: A limitation of forums is that non-verbal social cues like physical appearance, facial
expressions and tone of voice are hidden (Coulson & Knibb, 2007; Finfgeld, 2000). Explicitly
describing personal characteristics may be a substitute for not being able to observe them visually.
Previous research indicates that forum members sometimes find it difficult talking to strangers about
their illness (Coulson, 2013), so providing personal details may reduce anonymity and make it easier

for participants to interact and share information about their experiences.

Precipitating event: The diverse range of causes leading to the onset of CRPS reflect the findings of
epidemiological studies, which have identified fractures (49% of patients), soft tissue injuries such as
sprains (20%), surgery (11%), tendon injuries (6%) and other types of injury (6%) as precipitating

events, with 8% of cases occurring spontaneously (de Mos et al., 2008).

These precipitating events are similar to the concept of initiating events that LaCoursiere (2001)
described in her theory of online social support. LaCoursiere proposed that a change in either
perceived or actual health status could trigger the need for support, causing the individual to join an
online support community subject to mediating factors like how the health condition affects their
quality of life, their coping ability, feelings of social isolation, and how comfortable they are with

using the Internet for health-related purposes. The present results demonstrate how being diagnosed



with CRPS may act as a trigger event that prompts the individual to join an online support

community.

Symptoms: CRPS occurs most commonly in the upper limbs (de Mos et al., 2007; Sandroni et al.,
2003) however, in the present study, CRPS occurred more commonly in the lower limbs, although the
reasons for this are unclear. Nevertheless, the symptoms described by participants are typical of those
normally associated with this illness (Turner-Stokes & Goebel, 2011). This could suggest that
individuals who have CRPS in their upper limbs may experience greater difficulties accessing online
support communities, which rely on being able to type and operate a computer. Further research could
explore whether this is an impediment to accessing support, and whether individuals might benefit
from technical solutions such as using speech recognition software packages to allow them to operate

a computer using voice commands.

Treatment: Participants described physiotherapy, drug treatment, spinal cord stimulation, and
specialist courses, which closely reflects the literature on CRPS treatment. Reviews of potential
treatment strategies indicate that paramedical interventions like physiotherapy can be effective, drug
treatment is often used but there is mixed evidence for its effectiveness, and invasive treatments like
spinal cord stimulation can reduce pain but do not improve functioning (Cossins et al., 2013; Hord &
Oaklander, 2003; Perez et al., 2010). Specialist rehabilitation programmes may be particularly
beneficial to help individuals control their CRPS (Rodham, Boxell, McCabe, Cockburn, & Waller,
2012).

Living with CRPS: The difficulties of being in constant pain reflect the severe impact that CRPS can
have on quality of life (Galer et al., 2000), and show how it can lead to social isolation (Rodham et al.,
2009). Participants highlighted the importance of staying positive and focussing on what they can do
(Rodham et al., 2009), but some individuals still mourned the loss of their career and suffered

financial difficulties as a result of their illness (Kemler & Furnée, 2002).

Reason for joining: CRPS is an unpleasant and debilitating illness, and some participants expressed a
clear desire to contribute to research studies. Meeting others and seeking support are acknowledged in

the literature as common reasons for joining online communities (Coulson, 2013).

These reasons for joining an online support community appear to be distinct from the precipitating
event of being diagnosed with a chronic illness. This expands the concept of initiating events that was
introduced by LaCoursiere (2001), by suggesting that there could be at least two distinct trigger
events that lead the individual to join an online support community: the precipitating event that causes
them to suffer a particular health condition, and their subsequent reasons for deciding to join the

forum.



Overall, telling their disease story may have served the wider purpose of creating legitimacy and
establishing authority within the forum (Armstrong et al., 2012; Galegher et al., 1998). According to
Galeghar et al., anybody can join an online community but nobody has a duty to acknowledge or help
new members. This means new members may need to demonstrate their legitimacy and show why
they should be accepted by expressing real and genuine concerns. Telling their disease stories may
have allowed participants to provide personal details about themselves to show they are real people,
and also claim membership through behavioural statements about how they were diagnosed, what
symptoms they experience, their treatment regime, the impact it has on their lives, and their reasons
for joining the forum. Establishing their credentials in this way may have helped demonstrate
authority, showing why others should read their messages, listen to their advice and take their

comments seriously.

These results extend the findings of a previous study that examined introductory messages in the
context of identity formation (Rodham et al., 2013), which identified five themes: journey to
diagnosis, treatment, contact with health care professionals, looking for the positive, and hobbies.
Most of the themes from Rodham et al.’s study are reflected in the current findings. Their ‘journey to
diagnosis’ theme is conceptually very similar to our ‘precipitating event’ theme. Both themes describe
the events leading up to the individual being diagnosed, with our theme building upon this by also
looking at the precipitating event that triggered the illness. Their ‘treatment” and ‘contact with health
care professionals’ themes examined participants’ experiences of various treatment methods and their
encounters with healthcare professionals, while the present study focusses in greater depth on the
different treatment options undertaken by participants. Their ‘looking for the positive’ theme was
expanded to form part of our wider theme ‘living with CRPS’. However, their final theme ‘hobbies’ is
not reflected in the present findings because, although this was an important component of building a

shared identity, it did not form an integral part of participants’ disease stories.
4.4. Limitations and future research

This study has some limitations which lead to areas for future research. First, the number of members
who joined each month was calculated from the date of their first message. Some participants might
join the forum and ‘lurk’ until they feel comfortable posting (Colvin, Chenoweth, Bold, & Harding,
2004; Winzelberg, 1997), so the date of their first message might differ from the date they joined.

Future research needs to examine membership growth using the date of registration.

Second, only a relatively small number of participants joined the forum, which can be partly
explained in terms of sociability. The sociability of online communities depends on three factors:
purpose, people and policies (Preece, 2001). The purpose of the forum was a research project, and
while some participants cited this as a reason for joining, others may have been reluctant to join

because they were not comfortable with being ‘studied” (Eysenbach & Till, 2001). The policy of using



a closed forum meant individuals had to register before they could view messages and assess whether
the forum was suitable for their needs, which may also have discouraged some individuals from
joining. In relation to people, activity levels were lower than what has been observed in other groups
(Galegher et al., 1998; Winzelberg, 1997), indicating that the forum failed to develop into a true
community. This failure may have been partly due to low uptake, with the forum failing to achieve the
‘critical mass’ of members needed for discussions to become self-sustaining (Jones et al., 2004;
McCarty, 1992), and partly because of the hacking incident that occurred midway through the study.
The hacking incident severly disrupted communication within the forum, illustrating how incidents of
this type may have an impact on members. Participants may have subsequently felt that the forum was
no longer a ‘safe’ place for them to use, and the forum did not recover. Most group activity was
produced by a core group of 6 high frequency posters. It is unclear how closely the data from these

participants reflects the online activities of all participants, or if the results generalise to other forums.

Third, this study provided tentative evidence for diffusion of responsibility in forums, and research is
needed to further explore how this might be expressed within forums. Fourth, participants used other
social media outlets like Facebook groups alongside the forum. After the study ended they were
offered the opportunity to continue running the forum but chose not to do this. This is partly because
the forum did not recover from the hacking incident, but there might also be another explanation:
individuals may have preferred the convenience of using Facebook on their mobile phone or tablet
computer, rather than logging onto a PC to use the forum. Future research should investigate what
social media platforms people prefer, and how this influences engagement with those platforms and

what kind of online support that they receive.
4.5. Conclusions

Three aspects of engagement were examined in a newly launched CRPS forum. Membership growth
occurred in bursts closely linked to the promotional strategies used to increase awareness of the
forum, indicating that successful marketing may be crucial for membership growth. Header analysis
showed that members joined to provide support as well as receiving it, they accessed support at all
times of the day or night, and indicated that diffusion of responsibility may occur in forums.
Introductory messages may be crucial for engagement, and took the forum of disease stories with six
key themes: personal details, precipitating event, symptoms, treatment, living with CRPS, and reasons

for joining.
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Table 1: Number of members who joined
each month

Month New Cumulative
members total

June 7 7

July 1 8

August 1 9
September 5 14

October 6 20
November 2 22
December 1 23




