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Background Online communities are known to break down barri-
ers between supposed experts and non-experts and to promote col-
laborative learning and ‘radical trust’ among members. Young
people who self-harm report difficulties in communicating with
health professionals, and vice versa.

Aim We sought to bring these two groups together online to see
how well they could communicate with each other about self-harm
and its management, and whether they could agree on what consti-
tuted safe and relevant advice.

Methods We allocated 77 young people aged 16-25 with experi-
ence of self-harm and 18 recently/nearly qualified professionals in
relevant health-care disciplines to three separate Internet discus-
sion forums. The forums contained different proportions of profes-
sionals to young people (none; 25%; 50% respectively) to allow us
to observe the effect of the professionals on online interaction.

Results The young people were keen to share their lived experi-
ence of self-harm and its management with health professionals.
They engaged in lively discussion and supported one another dur-
ing emotional crises. Despite registering to take part, health pro-
fessionals did not actively participate in the forums. Reported
barriers included lack of confidence and concerns relating to work-
load, private—professional boundaries, role clarity, duty of care
and accountability. In their absence, the young people built a
vibrant lay community, supported by site moderators.

Conclusions Health professionals may not yet be ready to engage
with young people who self-harm and to exchange knowledge and
experience in an anonymous online setting. Further work is needed
to understand and overcome their insecurities.
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Introduction

Community participation is known to be an
effective model of health promotion, particu-
larly for wvulnerable and hard to reach
groups.> This model has not yet been tested
in relation to the online communities that have
sprung up as a result of developments in Inter-
net technology or Web 2.0.> Web 2.0 empow-
ered Internet users to move beyond the
downloading of content authored by others
and become active contributors, interacting
and sharing knowledge in networked communi-
ties. This has had a hugely democratising influ-
ence on knowledge creation, breaking down
barriers between supposed experts and non-
experts,* and promoting collaborative learning
and ‘radical trust’ among users.’ It is also
exerting a profound influence on educational
practice.® As children who have been educated
in this way become health service users, they
will expect to use the same model to access
and generate health information. This will
require a paradigm shift on the part of the UK
National Health Service (NHS) and a move
away from the current model of online health
information provision, in which evidence is
synthesised by teams of experts and delivered
via portals such as NHS Choices, to a more
collaborative one, in which groups of patients
and professionals work together towards
shared understandings of health problems,
their meanings and management.

We set out to explore this within the context
of self-harm, a problem affecting growing num-
bers of young people.”® Young people who
self-harm do not readily consult health profes-
sionals,”'? and when they do their experiences
are not always positive.'> They often experi-
ence health professionals as judgemental and
unable to relate to their problems, and as hav-
ing poor communication skills.'* Many young
people rely on the peer-to-peer advice and sup-
port that is available through Internet discus-
sion forums, perceiving it to be more relevant
and trustworthy than that of professionals,'>'¢
but there are fears that the advice they give
each other online may not be safe, and that
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self-harm sites may glamorize self-destructive
behaviours and encourage contagion.'” " For
their part, health professionals lack confidence
in talking to young people about self-harm.?* >
One way to bridge the divide might be for
NHS professionals to work in and with these
communities and to collaborate with young
people in the production of health information
that is trusted by both parties.

Internet-mediated interaction has some spe-
cific advantages over face-to-face encounters. It
offers the possibility of remaining anonymous,
reducing potential for embarrassment and stig-
matisation.”* It enables anxious and vulnerable
individuals to feel in control, and promotes
openness and self-disclosure, especially among
teenagers.'”> Moreover, we were struck by the
parallels between online communities and the
therapeutic community model of psychiatric
care, inasmuch as both seek to foster equality,
democracy and a collaborative approach to
problem solving, underpinned by principles of
emotional honesty, shared responsibility and
mutual encouragement.25

The aim of the project (SharpTalk) was to
bring young people who self-harm and NHS
professionals together on the young people’s
home territory, namely the Internet, and to
observe their behaviour and discourse in mixed
online discussion groups. We wanted to see
whether they could find a common language
and talk on equal terms about self-harm and
its management. In this study, we describe the
experiment, report what happened and discuss
the implications for practice and further
research.

Methods

Setting

Ethical considerations prevented us from intro-
ducing NHS professionals, either overtly or
covertly, into existing self-harm discussion for-
ums. We therefore built a website specifically
for the purposes of the study (http://sharptalk.
part.icipate.net/node/1). Because we were con-
cerned that it would be difficult to engage
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young people in the project, we invited a group
of six 17-20 years old to advise us on website
design.

Participants and recruitment

We sought to recruit: (i) young people aged
16-25 who have self-harmed or have been
affected by self-harm; (ii) recently qualified pro-
fessionals ( <5 years) in mental health nursing,
psychiatry, clinical psychology and social work
and (iii) postgraduate or final-year undergradu-
ate students in the above disciplines.

We did not provide a definition of self-harm,
allowing young people to opt into the study on
the basis of their own understanding of this
term. This was deliberate. Many behaviours,
such as scratching, biting, bruising and hair
pulling, do not meet clinical or research criteria
for self-harm but are identified as such by
those who engage in them and are experienced
as problematic, which we regarded as sufficient
for inclusion.

Young people were recruited via advertise-
ments on two existing self-harm forums, health
professionals via advertisements on websites of
professional bodies, and students via emails
from course tutors in two English universities.

Online registration and consent process

Obtaining informed consent is one of the
most difficult issues in Internet-based research.
Detailed ethical guidelines for conducting
online research, including electronic consent
taking, are published by the British Psychologi-
cal Society and elsewhere.??® Having carefully
perused the guidance, and following discus-
sions with our NHS Ethics Committee, we
devised a two-tier online registration and con-
sent process. Individuals who were interested in
taking part were invited to visit the project
website, where they found full information
about the study and details of how to register.
Those wishing to register were asked to supply
a username and valid e-mail address, and to
complete a short online questionnaire covering
demographics, experience of self-harm, Internet
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use and (for health-care students/professionals)
discipline and year of study or number of years
since qualifying. At this stage, they were asked
to consent electronically only to use of their
registration data. The registration page
remained open for 2 weeks. Eligible partici-
pants were then contacted by e-mail and
invited to return to the website and confirm
that they wished to participate in the study.
This ensured as far as possible that they had
read and understood what they were consent-
ing to.

Allocation and conduct of discussion groups

Participants were allocated to one of the three
separate discussion groups, made up as fol-
lows:
Group 1: 100% young people with experi-
ence of self-harm (‘control’ group)
Group 2: 75% young people; 25% health-
care professionals/students
Group 3: 50% young people; 50% health-
care professionals/students

This was intended to show the effect of esca-
lating ‘doses’ of health-care professionals/
students on online interaction.”” We were not
testing a specific hypothesis, but speculated
that the presence of any professionals would
affect the young people’s discourse, and that
the higher the dose, the more likely it would be
to inhibit disclosure and threaten the demo-
cratic basis of online community life.

Young people were allocated using stratified
random assignment to achieve a spread of age
and sex in each group. Health-care profession-
als/students were then allocated to achieve the
desired ratios. Participants were initially blind
to group allocation, that is, they were not told
who else was in their group, as we were keen
to observe the ways in which health profession-
als disclosed their identity and the impact of
this disclosure on subsequent interaction.

Each group operated within a separate,
closed online forum accessible only to mem-
bers, who logged in using an individual user-
name and password. Participants could only
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view material posted by members of their own
group, whilst researchers and moderators could
view activity in all the three groups.

Each group’s online environment contained
three ‘rooms’. Discussion Room, Support
Room and Random Room. In the Discussion
Room, two researchers (CO and SS) acted as
facilitators, using a topic guide to initiate
debate on: issues relating to self-harm (e.g. trig-
gers, concealment, addiction and withdrawal);
the role of NHS professionals in relation to
self-harm; health information seeking in gen-
eral, and issues relating to trust, particularly in
relation to online information and advice.
These topics were identified from an initial lit-
erature review. Further topics emerged sponta-
neously as the study proceeded. Each group
was given the same topic at the same time. Par-
ticipants were also free to introduce their own
topics at any time and these remained ‘in
group’, as opposed to being introduced in par-
allel across all groups.

The Support Room provided a container in
which participants could share personal prob-
lems and give and receive emotional support,
which is an expectation in self-harm forums.
The Random Room, introduced at the request
of the young people, gave members a space in
which to socialize, play games and chat about
matters unrelated to the study. All participants
(health professionals/students and young peo-
ple alike) were free to interact with each other
in all the rooms. Participants were also able to
send private messages to others in their group;
these went to a private mailbox within the
SharpTalk domain.

Further safety issues

For reasons of personal safety, participants
were asked to use a non-identifying username
at all times. In the interests of transparency,
members of the research team and moderators
used their own first names.

Ground rules were drawn up and displayed
on the website before the forums opened and
were added to as the study progressed.
These were consistent with those of established
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self-harm forums and included basic ‘netiquette’
(e.g. no abusive posts, no advertising) as well as
specific rules relating to self-harm, such as no
graphic details of methods. There was also guid-
ance on how and when to label posts as poten-
tially ‘triggering’ (i.e. likely to make someone
feel like self-harming), suggestions for ‘alterna-
tive things to do if you feel like self-harming’
and links to relevant support sites.

A team of six moderators, including one vol-
untary sector worker and five members of the
project team monitored all activity daily,
including weekends, between the hours of
6.00 pM and 2.00 aM, when the site was at its
busiest, and again between 9.00 and 10.00 am.
Their role was to ensure that participants were
abiding by the rules and were not exposing
themselves or others to unacceptable risks. All
private messages were read for the same rea-
sons, and participants were informed of this at
the outset. Moderators undertook a full-day
training, provided by the National Self-Harm
Network, a voluntary sector organization. A
risk-management protocol was drawn up for
team members to follow in the event of a crisis.
Clinicians were on call throughout to provide
advice, and the project team was supported by
an independent panel of experts on child pro-
tection, ethics and medical law. The particular
ethical challenges involved in our study are dis-
cussed more fully elsewhere.*%!

Reallocation at end of Week 3

During the first 2 weeks, it became apparent
that health professionals and students were not
posting in the forum. This had serious implica-
tions for the safety of the young people, espe-
cially in Group 3. Because this group had the
highest concentration of professionals/students,
their absence left a group of young people that
was too small to be viable. New threads and,
most worryingly, ‘crisis’ posts were going unan-
swered, and moderators and researchers found
themselves investing a considerable amount of
time and energy in engaging with young people
in Group 3 in order to reassure them and keep
them safe. We considered a number of redesign
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options, including merging all three groups into
one. Following consultation with participants,
our Ethics Committee and funders, we decided,
in order to remain as true as possible to the ori-
ginal study design, to reallocate everyone to
two new groups consisting of equal numbers
of young people and different numbers of
professionals/students. All registered partici-
pants reallocated purposively, taking
account of emerging friendships and number of
postings so as to ensure that all young people
were in groups of sufficient size and vigour to
provide adequate support. The reconfiguration
went ahead at the end of Week 3, with modera-
tors and researchers monitoring the site closely
and working hard to reassure those who were
anxious about change.

We made several attempts to encourage
professionals and students to post, including
e-mailing them directly and scheduling two
Sunday Debates addressing the questions:
‘What do you think health professionals and
people who self-harm can learn from one
another in an online discussion forum like
this?” and ‘What barriers do you think health
professionals may face in participating in an
online self-harm forum such as this?” We also
created a dedicated Professionals’ Room (not
visible by young people) in each of the two
new groups to provide them with a space in
which to explore their reservations about using
the forum.

The experiment was originally intended to
run for 8 weeks, but, at the request of the
young people and with further ethical approval,
the site remained open for a total of 14 weeks.
The 6-week extension period included thorough
debriefing and preparation for closure.

were

Data analysis

Data were both quantitative and qualitative
and came from the following: registration ques-
tionnaire; logs of activity on the site including
number of times each participant logged in,
length of visit, number of pages/threads viewed,
number of messages posted; content of interac-
tions and participant feedback.
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Quantitative questionnaire data and activity
logs were analysed using descriptive statistics.
We planned to analyse message board content
using computer-mediated discourse analysis,*>
focusing on the ways in which participants
interacted in the online setting, established
social identities, negotiated roles and managed
the balance of power.

Results

Characteristics of the sample and allocation to
groups

The recruitment target for young people (54)
was exceeded within a few days, and 77 were
admitted to the study (mean age 19). The tar-
get of 18 professionals/students was met within
2 weeks, making a total of 95 participants.
Their characteristics are shown in Table 1.

At registration, 70% of the young people
had self-harmed within the last month; nearly
half (44%) in the last 7 days. All 77 reported
having used cutting, among other methods.
Five health-care students (63%) and one quali-
fied professional (10%) reported self-harming
or having self-harmed in the past. For alloca-
tion purposes, any participant who indicated
that they were a health-care professional or
student was treated as such, regardless of
whether they also self-harmed. Participants
were originally allocated to discussion groups
as follows (First Phase):

Group 1: 34 young people with experience

of self-harm (n = 34)

Group 2: 26 young people; 5 health-care

professionals/students (n = 31)

Group 3: 17 young people; 13 health-care

professionals/students (n = 30)

The reconfigured groups, created at the end
of Week 3 (Second Phase), were made up thus:

Group 4: 39 young people; 6 health-care

professionals/students (n = 45)

Group 5: 38 young people; 12 health-care

professionals/students (n = 50)

Figure 1 shows the progress of participants
through the study.
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Table 1 Characteristics of participants

Young people who Health-care Health-care students
Characteristic self-harm (n = 77) professionals (n = 10) (n=28)
Mean age (SD) 19.3 (2.9) 34.9 (8.1) 25.9 (9.5)
Female 73 (95%) 7 (70%) 8 (100%)
White ethnic origin 74 (96%) 8 (80%) 8 (100%)
Country of residence
England 57 (74%) 10 (100%) 7 (88%)
Other UK 14 (18%) — 1 (12%)
Other 6 (8%) - -
Last time self-harmed
In last 7 days 34 (44%) - 1 (12.5%)
In last month 20 (26%) - 1 (12.5%)
1-6 months 17 (22%) — 1 (12.5%)
7-12 months 2 B%) - -
1-4 years 4 (5%) — 2 (25%)
5 or more years - 1 (10%) -
Type of self-harm (not mutually exclusive)
Cutting 77 (100%) - 5 (63%)
Not eating 50 (65%) 1 (10%) 1 (13%)
Overdosing 48 (62%) - 3 (38%)
Burning 44 (57%) - 1 (13%)
Biting 35 (45%) - -
Misusing alcohol/drugs 35 (45%) - 2 (25%)
Bingeing 34 (44%) - 1 (13%)
Other (e.g. head banging, hair pulling, 40 (52%) - 1 (13%)
bruising, broken bones)
Service contact for mental health problems 63 (81%) 1 (10%) 4 (50%)
Nature of service contact (not mutually exclusive)
General practitioner (GP) 50 (65%) 1 (10%) 3 (38%)
Accident & Emergency (A&E) 29 (38%) - 3 (38%)
Drop-in or walk-in centre 8 (10%) - 1 (13%)
Mental health professional (psychiatrist, 51 (66%) 1 (10%) 4 (50%)
psychiatric nurse, clinical psychologist)
Counsellor (via GP) 31 (40%) - 2 (25%)
Other (university/school counsellor) 12 (16%) - -
Health-care discipline
Mental health nursing - 2 (20%) 4 (50%)
Clinical psychology - - 1 (12.5%)
Psychiatry — 4 (40%) —
Other medicine - 1 (10%) 1 (12.5%)
Social work — 2 (20%) —
Other — 1 (10%) 2 (25%)
Internet usage
Daily 75 (97%) 9 (90%) 8 (100%)
Once a week 1 (1%) 1 (10%) —
Once a month or less - - -
Missing data 1 (1%) - -
Social software use (not mutually exclusive)
Social networking sites 70 (91%) 6 (60%) 7 (88%)
Instant messaging 56 (73%) 4 (40%) 6 (75%)
Discussion forums 56 (73%) 2 (20%) 4 (50%)
YouTube 49 (64%) 3 (30%) 4 (50%)
Twitter 15 (19%) 1 (10%) 1 (13%)
Chat rooms 14 (18%) 1 (10%) -
Skype 6 (8%) 2 (20%) -

© 2012 John Wiley & Sons Ltd
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Number of young people who self-harm recruited: | | Number of health professionals recruited: | | Number of healthcare students recruited:
7 10 8

Y
| Total number of participants allocated (FIRST PHASE): 95 |

|

GROUP 1 (no dose)

‘Young people who self-harm: 34
Health professionals: 0
Healthcare students: 0

Total: 34

Number dropped out* by end of Week 2:

Young people who self-harm: 7 (21%)
Health professionals: n/a
Healthcare students: n/a

Total participants left in: 27

A,

GROUP 2 (low dose)

Young people who self-harm: 26
Health professionals: 3
Healthcare students: 2

Total: 31

Number dropped out by end of Week 2:

Young people who self-harm: 7 (27%)
Health professionals: 2 (67%)
Healthcare students: 2 (100%)

Total participants left in: 20

l

GROUP 3 (high dose)

Young people who self-harm: 17
Health professionals: 7
Healthcare students: 6

Total: 30

Number dropped out by end of Week 2:

Young people who self-harm: 4 (24%)
Health professionals: 4 (57%)
Healthcare students: 5 (83%)

Total participants left in: 17

| All 95 regi particip re- at end of Week 3 (SECOND PHASE) |

.

GROUP 4

Young people who self-harm: 39
Health professionals: 4
Healthcare students: 2

Total: 45

Number dropped out by end of Week 5:
Young people who self-harm: 15 (38%)
Health professionals: 4 (100%)
Healthcare students: 2 (100%)

Total participants left in: 24

'

GROUP 5

Young people who self-harm: 38
Health professionals: 6
Healthcare students: 6

Total: 50

Number dropped out by end of Week 5:
Young people who self-harm: 15 (39%)
Health professionals: 5 (83%)
Healthcare students: 6 (100%)

Total participants left in: 24

Figure 1 Flow diagram of enrolment and progress of participants through the study. *‘Dropped out’ indicates that a
participant had ceased to log into the site. Drop-out numbers do not include those who were continuing to log in without

actively posting.

Participation in the online forum: First Phase

Participants began posting within a few min-
utes of the website opening. In each group,
young people were the first to post. They
immediately identified themselves as self-harm-
ers and as experiencing a range of mental
health problems, often introducing themselves
by way of diagnoses or treatments and telling
‘medical’ stories, possibly due to an expectation
that professionals would be present in the
forum. The following was among the first
posts:

Hi, my name is [...], i'm 25 and live in [...]. T
have self-harmed in the past (since i was about
16) but i am doing well at the moment and have
not self-harmed for about 4 months now. I'm
taking medication for depression/anxiety and i'm
on a withdrawal program for this, which is going
quite well! I am well at the moment but i know
how fast that can turn around, so i'm grateful
for a good mood everyday! [Participant 054]

© 2012 John Wiley & Sons Ltd
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They were clearly comfortable in the online
environment and well acquainted with forum
conventions, such as the use of emoticons,
avatars and signatures, and other ways of
signalling friendship, such as (((()))) (hugs) and
xxx (kisses).

The young people were quick to make use of
the Support Rooms. The following extract is
from one of the first ‘crisis’ posts, beginning
with a long narrative and ending with an obli-
que request for help:

Thought I would get the ball rolling. Starting with
a vague history I guess. I'm a teen Mum, although
in my view the ‘teen’ bit is fairly irrelevant. My
boyfriend is also still in his teens, and we are both
struggling with depression. Recently, I convinced
him to go to the doctors and he got some medica-
tion [...] He ran out of pills a few days ago, and
when he misses one or two his temper can be
really bad [...] and any discussions about his med-
ication have ended in blazing rows where I have
got really frightened of him and had to leave the



house because he was scaring me [...] I don’t
know what i'm going to do... [Participant 031]

Within 10 min, support was forthcoming
from another self-harmer:

Hey hun, it sounds like a very complex relation-
ship you are in, and i’'m not going to pretend i
have all the answers, but i think everything you
have done so far is fantastic and you should be
very proud of yourself. it can’t be easy [...] but i
think you are doing all the right things. Hope
not made you feel worse. Stay strong xx [Partici-
pant 034]

The young people were also keen to engage
in discussion, responding to questions posed
by researchers and initiating their own threads
on topics as diverse as: Music and mood;
Coping with scars in hot weather; Do you
think talking therapies work?; The Internet
and its role in ‘recovery’, and What makes a
good mental health pro? Their discussion
threads were all in some way health- or ther-
apy-related, and there appeared to be a real
eagerness to engage with health-care profes-
sionals on these issues.

Whilst the young people were posting enthu-
siastically and giving shape to the forum,
health-care professionals and students were
conspicuously absent. By the end of Week 2,
only five of 18 professionals/students had
posted, and only two had posted more than
once. Group 1, consisting entirely of young
self-harmers, was unaffected and was vibrant,
with all but three participants actively posting.
Members were supporting each other construc-
tively and engaging in robust debate. Group 2
(84% young people; 16% professionals) was
also running well despite the professional non-
participation, with 20 young people actively
posting, debating vigorously and providing
peer-to-peer support. This was a particularly
lively group, largely due to the presence of a
self-appointed ‘orchestrator’ among the young
people. Group 3 (57% young people; 43% pro-
fessionals/students) appeared to lack momen-
tum from the outset. Table 2 shows that, whilst
there was little difference between Groups 1, 2
and 3 in terms of number of participants who
logged in or posted at some time (overall par-
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ticipation), Group 3 participants logged in con-
siderably fewer times, spent noticeably less time
logged in, and posted far fewer contributions
than participants in either Group 1 or 2.%

The lack of vitality in Group 3 may have
been as much to do with individual personali-
ties and the absence of a natural leader as with
numbers per se and the non-participation of
professionals. Whatever the reason, it was clear
that Group 3 was failing to meet the young
people’s expectations of emotional support and
lively conversation, as illustrated by the follow-
ing exchange between a participant and a mod-
erator midway through the second week:

Participant 028: I'm doing pretty sh*t at the mo
and feeling a bit lonely on here cause there’s
hardly ever anyone posting.

Moderator 3: Hi, I wonder why there’s not more
people posting? [...] Keep checking in and writ-
ing and I'll do the same. take care xx

Participant 028: I've tried to get a few conversa-
tions going. I think at the moment a lot of people
are at school or work so can’t post. Maybe more
people will be on in the evening. Maybe just need
to give it time for more people to start posting?

The situation gave rise to serious concerns
regarding the young people’s safety and led us
to reallocate all participants, as described above.

Participation in the online forum: Second Phase

During the Second Phase, only one profes-
sional posted in the forum. Nevertheless, both
new groups flourished and developed a life of
their own, with a strong core of regular post-
ers. Table 2 shows that activity levels were
evenly distributed between the two groups in
terms of total number of posts and mean num-
ber of posts per participant.

Reported barriers to professional engagement
in the online forum

Two professionals and two health-care students
gave their reasons for not posting, despite hav-
ing registered to take part in the study. Per-

© 2012 John Wiley & Sons Ltd
Health Expectations, 18, pp.81-94



Online community for health professionals and young people who self-harm, C Owens et al. 89

Table 2 Comparison of participant activity levels across five discussion groups

Phase 1 Phase 2
Group 1 Group 2 Group 3 Group 4 Group 5

Total hours open 447 447 447 1884 1884
Registered participants 34 31 30 45 50
Overall participation

Participants who ever viewed any pages 31 (91%) 23 (74%) 26 (87%) 28 (62%) 29 (58%)

Participants who ever posted any messages 30 (88%) 20 (64%) 18 (60%) 22 (49%) 21 (42%)
Episodes (number of times participants logged in)

Total number of episodes 1053 761 458 1847 3489
Minutes logged in

Total minutes logged in 24527 15608 4199 23672 53390

Mean minutes per participant per 24 h 38.7 27.0 7.5 6.7 13.6
Viewing (visiting pages but not posting)

Total pages viewed by participants 26844 25906 5378 36022 71488

Mean page views per 24 h 1441 1391 289 459 911

Mean number of page views per participant 790 836 179 800 1430
Posting

Total number of posts 793 1469 198 1797 1784

Mean number of posts per 24 h 42.6 78.9 10.6 22.9 22.7

Mean posts per participant 23.3 47.4 6.6 39.9 35.7

N.B. In all columns, the denominator is the total number of participants.

ceived barriers to engagement included: being
too busy during the working day and too tired
after work; feeling overwhelmed by the volume
of posts and by the young people’s level of dis-
tress; not knowing how to respond and being
worried about saying the wrong thing; anonym-
ity and absence of visual clues (‘not knowing
who you are talking to’); concerns about profes-
sional liability; uncertainty about professional-
personal boundaries and how much to disclose,
and lack of IT skills and unfamiliarity with
online forum conventions.

The lone professional who continued to par-
ticipate reported finding it hugely valuable:

I think it’s a unique experience (especially for a
doctor) to talk to young people who self-harm in
a more informal situation, hear what they think
and be able to adjust your own practice. [...] I
think it would be a valuable part of training for
medics and other professionals. [Professional
participant 092]

Consequences of professional non-engagement:
development of a lay online community

The absence of health-care professionals/
students meant that the life of the forum devel-
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oped in an unexpected way. It gave the young
people free rein to build a community that met
their own needs, and allowed us to observe
them doing so. Contrary to the popular image
of self-harm sites as toxic environments where
young people incite each other to self-harm,'”"’
our participants demonstrated a real commit-
ment to supporting each other during difficult
times and regularly encouraged each other to
resist the urge to self-harm, including entering
into ‘no-harm’ pacts, as the following consecu-
tive posts show:

Participant 048: Working through really painful
memories in counselling and every time I think
about them I start crying and feeling really upset.
I feel like cutting my arm until it’s covered in
cuts. Not a great idea when I have graduation
on Friday.

Participant 005: Hey, [...] I am also graduating
on Friday... lets ‘not do anything’ together?
*hugs* xx

Participant 034: Hi, You don’t need to cut
honey, talk with us instead [...] Remember that
however alone you feel, you are never alone on
here x



They also frequently urged each other to
seek professional help:

Participant 034: Hi, sorry to post but need some
advice... Have a few wounds [and] last couple of
days my arm feels like its burning and its quite
swollen. feeling hot and cold and today ive been
sick. Scared to go to drs after recent unpleasant
experience. Have rung and they have no appoint-
ments anyway but said i should go to a&e if con-
cerned about anything (didn’t tell them it was
SH). Just don’t know whether to or not... do
these symptoms really warrant me wasting drs
time in a&e? Sorry, bit scared and emotional.

Participant 072: i think u should get them looked
at but if u don’t want to go to a&e u could ring
your docs back and say its an emergency, then
they have to see u today. hugs x x x

More detailed analysis of how they con-
structed individual and group identities and
did peer support is presented elsewhere.**

It also altered the role of the moderators. In
keeping with usual practice in online communi-
ties, the moderator function was originally
envisaged as a backroom one, involving polic-
ing the site, removing unsuitable content and
enforcing ground rules. However, in the
absence of health-care professionals, modera-
tors and researchers were acutely conscious of
a duty of care and began acknowledging crisis
posts, getting to know the young people and
engaging in friendly chat as well as focused dis-
cussion. Over the course of the project, moder-
ators developed a range of strategies for
supporting the young people, some of which
were learned by observing how the young peo-
ple supported one another. In the following
example, a moderator responds to a young per-
son in distress just by listening and inviting

‘troubles telling’®:

Participant 005: Argh argh argh. Why do 1
manage to f*ck up everything? Why is nothing
simple?

Moderator 6: Hello [username]. What’s happened
today? You were doing so well getting your flat
and everything sorted. Do you want to talk?

Although lacking professional mental health
training, and without claiming to be offering
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counselling or therapy, the moderators were
able to support participants by showing accep-
tance and positive regard for them as persons
and by acting as ‘older peers’.

Participant feedback

Ongoing discussion within the forums about
the nature of the experiment provided constant
qualitative feedback. Some participants partic-
ularly valued the small and intimate nature of
the discussion/support groups, which gave
them a sense of safety and allowed them to feel
that they mattered:

[On bigger sites] it does get very competitive. i
often feel that you have to be feeling worse than
everyone else or harm worse than others to be
accepted. [Participant 051]

They also appreciated the opportunity to
engage in focussed discussion, which they saw
as facilitating healthy self-reflection:

I have loved the discussion and having thought-
ful questions asked by you and others. In a way,
I find it therapeutic in itself as reading the ques-
tions and others answers makes me reflect on
what I feel about things and why. When I do this
sometimes I can combat it and stop thinking that
way. [Participant 086]

Participants also commented on the modera-
tors’ willingness to get involved in doing emo-
tional support work:

I think the mods are better than on other sites I
have used [...] Mods here get involved and offer
support that maybe users can’t because they are
still going through it themselves. They also pro-
vide inspiration that we can get through these
difficult times, and you know they will always lis-
ten. [Participant 034]

Some particularly welcomed the opportunity
to engage with the NHS, make their views
known and possibly influence practice:

Its nice to have a voice and know there are peo-
ple out there who do want to listen and help
make a change in the future. [Participant 033]

Negative feedback was mainly focused on the
reallocation, which unsettled some participants.

© 2012 John Wiley & Sons Ltd
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Discussion

Young people who self-harm were keen to
engage with health professionals and to share
learning on self-harm and its management in an
anonymous online setting. Despite registering to
take part, few health-care professionals/students
felt able to engage with young people in this
setting. We were therefore unable to achieve our
aim of analysing the content and mode of online
interaction between these two groups.

Online peer support groups for patients with
specific health problems abound, although
there is scant evidence that they have a positive
effect on health outcomes.””*° Online commu-
nities have, however, been shown to have a
useful role in undergraduate professional edu-
cation’’** and in continuing education,**
where they have been shown to support the
development of professional communities of
practice.*® To our knowledge, our study is the
first to explore the potential of an online com-
munity to bring professionals and those with
lived experience together to build a shared
community of learning.

Our findings suggest that mental health pro-
fessionals may not yet be ready to embrace this
challenge. The fact that we hit our recruitment
target for professionals/students within 2 weeks
indicates a willingness to try out new modes of
engagement, but the reality of meeting troubled
young people in an unfamiliar and anonymous
setting clearly proved too challenging. They
may well have found it easier to participate in
an online focus group confined to discussion,
without the ‘support’ element. Their comments
that they felt overwhelmed by the young peo-
ple’s distress and unsure how to respond
confirm findings elsewhere that they lack
confidence in interacting with people who self-
harm.”®** The young people’s obvious famil-
iarity with interactive technologies, the ease
with which they talked about self-harm in the
online setting and their apparent skill in sup-
porting each other during crises may also have
caused the professionals to question their own
competence. This would indicate that there are
gaps in current training, and student place-
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ments in online environments may be a good
way to start to build confidence and competen-
cies. There were also concerns about role clar-
ity, private—professional boundaries, duty of
care, accountability and supervision in relation
to anonymous online interaction, not to men-
tion workload. Our experiment may have failed
in its primary purpose, not because the idea
was misguided or too far ahead of its time, but
simply because we did not give adequate con-
sideration to the additional demands it would
make on already overburdened professionals.
We also failed to provide clear learning objec-
tives, Continuing Professional Development
certification or any other incentives to partici-
pate. Gray and Tobin highlighted the impor-
tance of incentives in encouraging teaching
staff to use an online community, as well as a
need for radical change in the culture of teach-
ing.*” The same conclusions could be drawn
from our study in relation to health profession-
als. The principle of bringing patients and
health-care professionals together online to
share lived experience and learning is a univer-
sal one that could be applied to any condition,
and it may just be that self-harm was too chal-
lenging a context in which to start exploring it.

An unintended consequence, however, was
the development of an entirely lay online com-
munity, with moderators interacting with par-
ticipants, learning some supportive strategies
from the young people but mainly relying on
their own humanity and implicit knowledge of
what it means to care. This may provide a
model on which voluntary sector organizations
can build.

Limitations and strengths

Our study design may have resulted in self-
selection bias. However, at this exploratory
stage, we were not interested in observing how
the average health professional, student or
young person who self-harms would behave,*’
nor in surveying views or measuring variables
statistically. Our aim was to observe whether
professionals, students and young people were
willing to try something new and what hap-
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pened when they did. The fact that a group of
self-selected, and therefore presumably highly
motivated, professionals were unable to find the
time or courage to engage with the young people
is highly instructive, particularly as the artificial
environment we created was considerably less
fast paced than most established forums.

Equally, much can be learned from the
young people’s self-selection. We were sur-
prised by the speed of recruitment and the
enthusiasm of these young people to partici-
pate. Despite their personal struggles and much
explicit ‘hopelessness talk’, they came across as
a vibrant, resilient, resourceful and determined
community of young people, not at all in keep-
ing with their portrayal in the literature as
help-avoidant and hard to engage.” ' Many
recounted long histories of problematic and
frustrating encounters with health-care profes-
sionals and welcomed the opportunity to dis-
cuss engagement issues openly.

This real-life tale illustrates the immense
challenge for a research team of trying to keep
a group of vulnerable young people safe online
for an extended period of time. Whilst our
NHS Ethics Committee was understandably
nervous about allowing the study to go ahead,
our findings clearly demonstrate the value the
young people placed on being provided with
an intensively moderated, supportive online
environment in which to share their experiences
and voice their opinions. The fact that we con-
ducted this ambitious and innovative experi-
ment without serious adverse incident (so far
as we are aware), and without recourse to the
emergency protocols or the on-call expert
advisory panel, is to the credit of all those
involved, especially the young participants.

Conclusion

Further work is needed to understand and
address health professionals’ insecurities about
participating in online communities, and to
explore how such communities might be used
to promote health among future generations.
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