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ABSTRACT

Objectives This study explored the views of young people
from diverse backgrounds, with or without a history of
self-harm, on the motivation and impacts of sharing self-
harm imagery online and the use of their social media data
for mental health research.

Design Thematic analysis of 27 semi-structured one-to-
one interviews.

Setting Two workshops were conducted in 2021.
Participants We recruited 27 study participants aged
16-24 (60% male). Sixteen (59%) participants were
refugee and asylum seekers (RAS).

Results Two main themes were generated: (1) Online
imagery of self-harm captured perceived motivations for
sharing such images, the potential impacts on others and
possible need of censorship. This theme was characterised
by mixed attitudes towards motivations for sharing, with
some perceiving this as attention seeking, while others
thought of it as help seeking or sharing of pain. Overall,
participants agreed that images of self-harm can be
triggering and should include trigger warnings. (2) Data
sharing for mental health and self-harm research captured
views on the use of social media posts and images for
research purposes, and levels of trust in public and private
organisations. It outlined positive views on their data being
shared for research for public benefit, but highlighted
issues of consent. The two most trusted organisations

to hold and conduct research were the National Health
Service and Universities. Participants from the RAS group
were more inclined to agree to their data being used and
had higher levels of trust in government.

Gonclusion Young people care about their privacy

and use of their data even when it is publicly available.
Coproduction with young people of resources to support
understanding and develop innovative solutions to
gaining informed consent for data sharing and research
for public benefit is required. Young people from
excluded communities, post-immigration RAS and males
should be purposively involved in future social media
research.

,! Karen Ingham,’® Ann John

1,2

STRENGTHS AND LIMITATIONS OF THIS STUY

= This is the first study to explore the views of young
people from excluded communities on self-harm
online imagery in terms of motives and effects.

= A balanced sample, inclusive of males and females,
offered a wide lens into this topic. Including virtual
reality sessions proved to be a positive aspect in en-
hancing recruitment and engagement.

= The majority of young people were from a refugee
and asylum seeker (RAS) background, despite chal-
lenging recruitment circumstances related to the
COVID-19 pandemic.

= Most participants from the RAS community chose
not to use our interpreter, potentially related to the
stigma associated with self-harm, which may have
limited responses.

= There are some limitations to thematic analysis
which are discussed.

INTRODUCTION

Social media offers a rich source of naturally
occurring data' and is increasingly being
used in research across disciplines.”” Initially
text based, young people have changed the
way they communicate online and are now
keen to share their stories, predominantly
through imagery, photography and videos.*
Young people who self-harm report image-
based rather than textual interactions as
their primary reason for internet use, and
image-based social media platforms such
as Instagram have become an increasingly
popular and important part of the daily lives
of adolescents, partly because they centre
around images.” A systematic review, exam-
ining the relationship between self-harming
behaviours and imagery shared online,’ high-
lighted a number of studies where ethical
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approval was deemed not necessary to assess social media
data. While there is debate on the application of ethical
principles in social media research,”" arguably, these are
mostly considered from the perspectives of researchers,
rather than include the views of young online users.' The
idea that young people’s online presence is evidence of
apathy towards privacy issues appears misconstrued'' '
and there may be little difference between adults and
young people in relation to their views on data sharing
and privacy protection."”

The impact of the online environment and increasing
use of imagery on mental health and self-harming
behaviours are generally described in positive or negative
terms, but this dichotomy is overly simplistic. The impact
on individuals may vary—between different individuals
but also in the same person at different times."* However,
it appears that internet searches for suicide are increas-
ingly returning graphic imagery."” Just over half of young
people who self-harm engage in self-harm or suicide-
related online searches.'® While there are known bene-
fits to online forums through addressing loneliness and
isolation, providing support and mitigation of stressful
situations,'” ' internet use may potentially trigger self-
harming behaviours through normalisation and sugges-
tive techniques and practices.'®™’

The rapid change in how young people interact
with the online world means it is nearly impossible for
researchers to keep abreast.’® This may prove particularly
challenging in potentially vulnerable young people such
as those with lived experience of mental health problems,
who self-harm and those from socially excluded groups.
Direct engagement with young people is essential to
better understand issues relating to the use of their data
in a rapidly expanding evidence base and is a key focus of
this project.

Aim

The aim of this study was to explore the views of young
people from diverse backgrounds, with or without a
history of self-harm, on data sharing specifically in rela-
tion to online imagery of self~harm. We explored reasons
for sharing self-harm imagery, its potential effects on
young people and others and views on sharing/accessing
data for mental health/self-harm research.

METHODS

Theoretical underpinnings

The research was informed by an interpretivist approach
that sought to emphasise the social world of partici-
pants by documenting their own interpretation of topics
related to the research question.”’ The purpose of this
approach is to form a richer understanding of one’s
reality in its different contexts, which rejects the guide-
lines of a positivist led research that promotes a measur-
able absolute truth that applies to everyone.”” This study
explored a complex topic that potentially holds a range
of socially constructed influences, and therefore required

a flexible methodology that allowed participants to voice
their personal experiences without having to follow a
structured pattern, and in turn, deepened our under-
standing of their views and perceptions. Following a flex-
ible pattern also allowed for deeper probing into topics
that unexpectedly surfaced during the data collection
process, and offered richness to the content of the data.”

Sample and recruitment

Participants aged 16-24 years, with or without a history of
self-harm and residing in the UK were eligible. Participants
were purposively sampled for this study. The definition of
self-harm was not predetermined but conceptualised by
the participants. Short of the age restriction, maximum
variation was sought in order to capture experiences
from a wide range of backgrounds. For the first work-
shop, we aimed to recruit young people from the refugee
and asylum seeker (RAS)/sanctuary seeking commu-
nity. Throughout the recruitment process, as well as in
all research materials and information sheets, the term
‘refugee and asylum seekers’ was used, and so is used in
this paper to present results from this community. For the
second workshop, participants from the general popula-
tion of the same age group were eligible for inclusion.
Recruitment was facilitated by new and existing project
partners with local community ties. The principle investi-
gator (AJ) has extensive experience of working alongside
people from underserved communities and involving
children and young people in self-harm research.***°

Workshops

Workshops were conducted in groups of one to three indi-

viduals and were held in two locations one in England and

one in Wales over 3days for each. We aimed to recruit 18

participants for each workshop location. Sample size was

determined based on a combination of traditional qual-
itative research criterion”” and richness of data®® which
we were able to establish following the first workshop. We
allowed for non-attendance and last-minute cancellations
form participants.

Each participant took part in three activities during
their workshop timeslot:

1. Virtual reality (VR) session—a 3D virtual environment
to create an abstract representation of their state of
mind and allow an opportunity to express their own
story through images.

2. PowerPoint presentation related to online imagery for
discussion with an artist.

3. Semistructured one-to-one interviews.

Each activity involved data collection and recorded
quotes from participants.

Patient and public involvement

Patient and public involvement was at the heart of this
project. This study arose from a pilot project® led by AJ,
where young people suggested further research exploring
the impact of self-harm imagery in feedback conversa-
tions. The semistructured interviews, used in this study,
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were coproduced with carers, professionals and partner
agencies, who have lived experience. Their involvement
in the process included design of topics, wording of ques-
tions and workshop activities.

Data collection

Twenty-four interviews were conducted individually, and
one interview was conducted with a group of three partici-
pants, at their request. Each interview took approximately
45-60 min.

Interview questions were open ended covering the
following topic areas: history of self-harm and mental
health issues; sharing self-harm imagery online; poten-
tial effects of self-harm online imagery on others; data
sharing for mental health and self-harm related research.

Participants were provided with information sheets
outlining the background and aims of the study, prior
to and on the day of the workshops. Study participants
were not familiar with the practice of their data being
used for research purposes. As such, prior to exploring
their views, the interviewer offered a brief outline on how
they generate data in their everyday lives, through social
media interactions, shopping online, visiting a general
practitioner or their grades being recorded in school.
We then proceeded to ask them related questions to that
topic. Participants had time to read the materials and
ask questions followed by them giving informed consent.
Participants who were from a RAS background were
offered an interpreter during the interviews if required.
In line with our ethical approvals and to ensure the safety
of potentially vulnerable participants, the interviews were
conducted within a setting where ongoing support was
available. Interviews were conducted individually with a
member of the research team (DD or AJ). In addition, a
clinician was on site at all times and available to support
participants if this was required. Interviews took place
in a designated private room to ensure confidentiality.
Interviews were audio recorded, with prior consent from
participants and were transcribed verbatim. The inter-
viewers (DD and AJ) had no previous relationship with
participants and met with each of them alone or in the
presence of an interpreter. The first workshop took place
in Wales in June 2021, and the following one took place
in England in August 2021.

Data analysis

Data analysis of semistructured interviews was conducted
using thematic analysis” incorporating an inductive
approach,” allowing themes to be attained in the context
of specific objectives. Thematic analysis was selected
with the aim of preserving the level of detail in the data
collected, as well is for its nature to enable theory-driven
analysis.”” This topic had the potential to include several
views, partially due to the diversity of the sample, as
opposed to one blanket theory, and as such required an
exploratory approach. Findings are reported in accor-
dance with consolidated criteria for reporting qualitative
research (COREQ) guidelines.32

Table 1 Participants characteristics
History of
Participants self-harm
Sample characteristics N (% of total) N (% by row)
Total n=27 n=11 (40)
Sex
Female n=11 (41) n=8 (72)
Male n=16 (59) =3 (18)
Age (years)*
16 n=6 (22)
17 n=7 (26)
18-19 n=6 (22)
20-24 n=8 (30)
Background
Refugee and asylum n=16 (59) n=2 (12)
seeker (RAS)

*Self-harm is not specified by age in order to avoid possible
identification of participants.

Each individual was given a participant number to
replace their name and any names or identifiable infor-
mation present in transcripts were masked. Completed
transcripts were reviewed to ensure participant anonymity
was retained.

A coding frame was developed by DD, AM, TS and
AJ based on previous literature'' * and an inductive
generation of codes.” All transcripts were reviewed by
two members of the research team (DD, AM). The coding
frame was developed through a process of reading and
rereading transcripts, inductive generation of codes and
repeated discussions (DD, AM, TS and AJ). Through
repeated review of the text, it became apparent which
themes were eminent and which are better placed as
subthemes. This phase led to the clear definition and
naming of each theme. Final coding of interviews was
completed by DD and was double coded by AM and TS.
This framework was further reviewed and discussed with a
third expert researcher (A]). New codes were added, and
themes were consolidated.

A comparative approach was constantly used to identify
differences and similarities between the RAS and non-
RAS group.™

Codes were organised and compiled using NVivo V.22.

Results and interpretation

This study explored themes related to views of young
people from diverse backgrounds, with or without a
history of self-harm (see table 1), on the motivation and
impacts of sharing self-harm imagery online and the use
of their social media data for mental health research.
Results are presented in two main themes, encompassing
a total of five subthemes (see table 2).
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Table 2 Summary of themes and subthemes that arose from the interviews

Overhead theme Subtheme

Description

Online imagery of
self-harm

Motivations for sharing online
imagery of self-harm

Potential effects of sharing self-
harm images

Censorship of self-harm images

This subtheme outlines opinions on why people share self-harm
images online.

This subtheme outlines participants’ views on the potential impact
of online images and self-harm.

This subtheme outlines views on whether self-harm images should

be censored.

Data sharing for
mental health and
self-harm research

Use of images and posts for
research

This theme describes participants’ views on usage of their posts
or images that they share on social media platforms, for research
purposes, anonymously or otherwise (both in general and specific to

self-harm).

Trust in organisations for data
usage

This theme describes participants’ trust levels in private and public
organisations for the purpose of using their data for research

purposes.

Study participants

We recruited 28 study participants aged between 16 and
24 years. One participant was excluded from the study
since it was established on attendance that they were over
24 years, leaving a total sample of 27.

History of self-harm

Participants were asked whether they had experience of
self-harm, either personally or through someone they
knew. The majority of non-RAS participants reported
experience with self-harm as well as knowing other people
who self-harmed. Some of them simply answered ‘yes’
when asked this question, while others offered further
details on the methods used and motivations. When
participants with a history of self-harm were asked further
about whether they self-harmed with an intention to end
their life, most confirmed that there were incidents where
that was their intention: (see online supplemental file 1
for additional self-harm experiences).

Oh yeah definitely. Not the sort of self-harm that
everyone thinks of. Not like cutting or things like
that but for a little bit I thought I had Dermatol?
Anaemia... because I would obsessively like... my
cheeks are full of scars, they’re little ones so you can’t
see them as much but I would obsessively... anytime I
had anything on my face I would just scratch because
of my anxiety and I wouldn’t realise that I was doing
it. (Female age 20-24)

I’'ve been in hospital a few times because of it. It was
definitely difficult during the lockdown because not
many people were doing face to face sessions for stuff
and it’s kind of went for me doing lots of stuff and
seeing loads of mates and going to school to being
stuck inside all the time (Male age 16-19)

In contrast, just two participants from the RAS group
confirmed self-harm behaviours but they did not want to
elaborate further. The rest of the participants from this
community reported never engaging in any self-harm
behaviours nor of knowing anyone who did. Participants

from the RAS group often appeared to be worried of
being associated with self-harm behaviours. If they did
know of someone who self-harmed, it would normally
be someone they heard about secondhand rather than
someone they knew personally.

A summary of participants’ characteristics is presented
in table 1.

Thematic analysis

The main two overarching themes generated from the
data were: online imagery of self-harm; and data sharing for
mental health and self-harm research. Each theme includes
anonymised quotes from participants. When applicable
within the themes, we highlight differences in responses
between the RAS group and the rest of the participants
(see table 2 for summary of themes and subthemes).

Theme 1: online imagery of self-harm

A primary objective of this study was to explore views on
young people’s current online engagement, with a focus
on self-harm content, which is currently heavily influ-
enced by imagery. During interviews, we identified three
subthemes: one on motives for sharing self-harm images
online, the second on the potential effects it may have
and the third outlined views on censorship of self-harm
images.

Participants acknowledged the importance of having
online platforms for sharing content and communi-
cating with populations who were otherwise unattainable.
However, the sharing of self-harm images, specifically, was
often deemed as a less favourable practice that potentially
has the likelihood to carry more negative than positive
implications.

Motivations for sharing online imagery of self-harm

All participants from both workshops, including those
with a history of self-harm, reported never personally
sharing a self-harm image online. Non-RAS participants
were familiar with self-harm images shared by others and
regarded it to be common practice. In contrast, only
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three RAS participants reported having seen self-harm
images online.
Potential reasons for sharing self-harm images were

discussed. Responses can be broadly divided into atten-

tion seeking, seeking help/connection, raising awareness
and expressing pain/creative expression.

The concept that online users who share self-harm
imagery content intend to provoke a reaction was

expressed. The sharing of self-harm imagery as a form of

attention seeking was mostly voiced by participants from

a RAS background. Some offered further insight, stating
that sharing perhaps stemmed from a need to share their
pain and find someone to listen to them. Some partici-
pants from the non-RAS workshop also shared the idea of

attention seeking.

Attention. 100%, there is no other reason you would
put it online. If you wanted it to be a secret, and put it
online you are not very clever. It was attention. (Male
age 16-19)

I think it depends on the person, if it’s a cry for help
about their state or perhaps the self-harming itself is
just a bid for attention because I have again known
people that have harmed themselves for the culture
that comes around it. For the fact that people are ask-
ing if you're OK. For the ability to be to be the victim
because for a lot of people that is very helpful (Male
age 16-19)

While it appeared overall that most of the sample was

somewhat non-sympathetic to users who share images of

self-harm online, across both workshops, some suggested
that people may be motivated by attention but that this
can also be beneficial for raising awareness.

The things that goes through my mind is attention,
but I think it’s a good way to raise awareness because
it’s happening... people aren’t educated enough on
it (Male age 16-19, RAS participant)

Seeking help or connection with others was common

feature of discussions:

A'lot of reasons. Attention seeking but not in the bad
way that more people talk about it... they need some-
thing... like it’s not like attention seeking ‘oh he’s
such an attention seeker’, it’s like... seeking help...
seeking someone to reach out to that will say ‘hey,
it’s OK’, seeking people that you can talk to. Relating
that there are other people out there and it’s OK,
you’re not alone. (Male age 20-24)

I think they want someone to listen to them, but they
don’t know who to ask for it. So, they just do their...
like the first most legal thing that they can think and
it’s just... post an image, to see umm, if anyone would
actually care. (Female 16-19, RAS participant)

Maybe like they want to share how they feel with
somebody, but nobody is listening to them so maybe
they just want to show how are they feeling and what

they’re doing and... just... I don’t know. (Female age
16-19, RAS participant)

Maybe they couldn’t talk about it so just go online.
(Female age 16-19, RAS participant)

Similarly, some responses specifically addressed what
they thought to be a need for creative expression and
letting one’s pain out as a release:

It’s another way of getting your pain out, isn’t it?
Look I exist... I mean that’s a lot of the reason why
people end up doing it... I exist, I am a person, I can
feel. And it’s like... sharing a picture... it feels like in
the same way that people share art that like... kind of
a lot of their feelings are poured into it like that’s why
people share it, not to be like, you should do this too.
(Female age 20-24)

Possibly to kind of like. I know that lots of people do
it with like mental health issues as kind of like... vali-
date their own pain which is bad because everything
everyone goes through is valid. (Female age 16-19).

Potential effects of sharing self-harm images

The potential impact of viewing self-harm images online
was discussed and some of participants’ main concerns
related to triggering others who are going through trau-
matic experiences, and how this content may affect those
already vulnerable.

My concern is that they may trigger someone else.
Maybe someone’s going through a trauma, or a sim-
ilar situation and they just don’t want to be remind-
ed of it. They are maybe trying to heal or something.
And an image is just bringing them back memories.
(Female age 16-19, RAS participant)

Yeah. Umm, I definitely think that it can definitely
send people who have issues theirselves... because
it kind of brings it to mind. Like if something that’s
going on with you... you see it online even if you’ve
been able to put it aside, it brings it straight in front
of your mind and you can’t get out of it again (Female
age 16-19)

Additionally, there was a concern that seeing self-
harm images online would normalise self-harm, provide
harmful information or promote self-harm as a coping
mechanism to young people in distress.

Yeah. Umm, the more they actually look at it, the
more they... you see it by itself. The more that this is
on social media, the more that people are actually go-
ing to do it. That’s absolutely terrifying but it’s true.
(Female age 20-24)

One participant explained how exposure to self-harm
images online encouraged her to start self-harming. Her
views were that surrounding oneself with harmful behav-
iours, normalises them and enhances the severity of, or
adds to existing issues:
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I only started self-harming because I knew somebody
else who self-harmed... and that sort of exposure to
it put that idea in my mind. It’s very like... very much
a spreadable thing. I think a lot of the time if you’re
around a lot of people who have body image issues
or around people who have eating disorders or self-
harm or... it can kind of lead you in to developing
those problems yourself (Female age 20-24)

Censorship of self-harm images

Participants across both workshops expressed the idea
that self-harm images should be restricted. Trigger/
content warnings were suggested in order to avoid trig-
gering of others or sharing of harmful information (eg,
details of methods).

I mean if it’s like you were straight up like putting
your self-harm out there then it can be triggering for
other people, and it should be like monitored. If you
put a photo up and you have scars and things then
up ... you can’t really remove that because they aren’t
focused on it, it’s like... I’'m sorry but it’s their type
thing. They can put like a trigger warning in place
but if it’s not directly them putting out like fresh cuts
and stuff online then not really cause, they’re trying
to move on from it. (Male age 16-19)

I think warnings for it would be appropriate, I don’t
think necessarily removing that sort of thing... if it’s
encouraging people to do it then yeah remove it...
like... you shouldn’t get temptations like people with
eating disorders and stuff... because that’s the real
problem that people face (Male age 16-19)

Some suggested that this content should be blocked
altogether. It was thought that open access to such content
is likely to be presented to individuals who will struggle to
cope with it appropriately in effect suggesting that there
is no way to determine who can and cannot handle such
images:

Just block it... because I don’t want anyone to right,
to see images of that so I just want people to block it
really because it’s actually really... it’s too sensitive for
anyone to see (Female age 16-19, RAS participant)

Others suggested age restrictions over complete
removal of content:

I think definitely to under 18s I'd say. I think if you’re
an adult you’re kind of hard to filter what you are
or aren’t seeing online because you’ve got more ac-
cess to things. Umm I think in a shock kind of way it
can help people to stop if they're seeing the absolute
severity of what can happen. So, each person what
they can and can’t handle... (Female age 20-24, RAS
participant)

Although agreed by most that self-harm content can
be triggering and ought to be restricted, some non-RAS
participants expressed an alternate view that sharing

of the images serves as a platform of engagement. The
importance of having a platform to share distressing
experiences and to feel less isolated for people who do
not have anyone to turn to, was discussed:

It’s not something I like to see... obviously. But yeah,
I think in a way it can be good to have that space to
talk about it without that fear of judgement, but I just
don’t think that sharing pictures and you know meth-
ods is a helpful thing at all. (Female age 20-24)

Maybe images specifically, would be a starting point
but if it leads on to sort of general conversations
about it like... I could be talking about my experi-
ence of depression and that could completely trigger
someone else. It could be like, really upsetting for
them to read but I also think that it’s so helpful to
be able to talk about it so it’s a very difficult topic
(Female age 20-24)

Theme 2: data sharing for mental health and self-harm
research

While discussing views on their data being used for
research purposes, two subthemes were generated: use
of images and posts for research; and trust in organisations for
data usage.

Use of images and posts for research

This theme describes participants’ views on use of their
posts or images that they share on social media platforms,
for research purposes, anonymously or otherwise. We will
talk first broadly about the use of posts, and then go on
to discuss opinions specific to self-harm related content.

The majority of responses from both groups were posi-
tive about sharing their social media posts.

Some participants commented that there is nothing
identifiable in posts, whereas others stated that they do not
believe this is something they can control anyway, and as
such they are mindful of what they share. That said, when
it came to using their data, most participants stressed the
importance of being able to give their consent:

Ifit’s information that you’ve publicly posted then it’s
acceptable to view it and include it as part of studies
or you know big research pooling. It would be... how
to control, it would be hard to monitor and manage
and it would be easy to be abused so I think it would
be better for a consent system to be in place so it
would keep people safe as well. (Male age 16-19)

They need to ask first. If they ask, I wouldn’t mind.
(Female age 16-19, RAS participant)

I don’t think it’s the worst thing ever, but I think it
should definitely be like consent based. Like if that
person consents to having their information used
then I think you know fine. (Female age 20-24)

Some participants were not happy with the use of
images, stating that even if it was for good use, they
will likely consider it an unwelcome invasion of privacy,
particularly if they are not asked first.
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I would really like get angry especially if they didn’t
inform me, for like, using them, it’s private. (Male
age 16-19, RAS participant)

One participant described the use of images as a
possible betrayal of trust. She described how only her
social media friends, who she picks carefully, have access
to shared images, and as such probably means they shared
it without her consent and against her wishes:

Probably not no. I'm quite private on my social media
like I don’t have many people and everything’s kind
of like... you can only see it if you’re my friends on
it. I think the idea of somebody taking my images on
social media to use for research... even if it was for
beneficial research would seem more like a... like a
betrayal of trust because that means somebody who
was a friend online has taken those pictures... It’s not
just you can stumble upon them quite easily. I don’t
think so anyway (Female age 20-24)

A minority of participants were comfortable with the
use of their posts or images even without consent. Partic-
ipants with a history of self-harm highlighted that the
purpose of the research was an important consideration
in addition to their consent. Participants wanted to make
sure that their data were used appropriately, and for a
good enough cause:

So, the research topic matters, I think it should be
more consensual based on the topic. I would prefer
the images I posted weren’t used in political studies
because I don’t feel like it’s right to use people’s per-
sonal information for political you know... (Male age
16-19)

For research purposes yes butI don’t know, it depends
on the context. You could say yes to that and then
someone could completely misrepresent how you
actually felt, and you may be able to identify yourself
from that and be like... (Female age 20-24)

Specific to self-harm

Views on using self-harm images for research purposes
were divided fairly equally and similarly between the two
workshops, into three types of responses; about a third
of participants across both groups, who did not have a
history of self-harm, were positive about the use self-harm
images for research:

Yes, because they are doing that with purpose because
they want people to know how they feel. So, I would
say yes. (Female age 16-19)

A further third, with a history of self-harm responded
negatively stating that it was a breach of privacy and very
personal content, which should not be used even for
research purposes:

I think this should be private, more private. (Male
age 16-19)

I think that’s too much of an invasion of privacy be-
cause I think that something like that is very person-
al to a person and a lot of the time... (Female age
16-19)

Finally, some participants, either with or without a
history of self-harm talked about the purpose of the
research or, if it is done for the benefit of the public.

Maybe to help like uh to study more about this thing
to maybe explore more and maybe produce more
ways... alternative ways to like help these people.
(Male age 16-19, RAS participant)

The importance of understanding that people self-harm
in moments of vulnerability, potentially not worrying
about whether, or how their posts be used in future was
also discussed.

It depends again on what type of research it is; I can
only imagine that kind of research would be benefi-
cial but that’s still someone in a moment of vulner-
ability. They don’t want it being broadcast even if it
is just as a statistic. But at the same time, they post-
ed it online. It’s not like they wanted it to be kept
a secret... it’s a very thin... very dangerous line, you
step to far on either side and you’ve done something
wrong. (Male age 16-19)

Trust in organisations for data usage

This theme described participant’s levels of trust towards
public and private companies in relation to having access
to and using their data or images for research purposes.
We asked about the National Health Services (NHS), UK
government, universities and private companies such as
Google, Facebook or Amazon.

The two most trusted organisations in both groups
were the NHS and universities. They were considered to
be monitored and regulated organisations where you are
able to know how research is being conducted and how
data will be handled. Participants also discussed being
able to trust information from these organisations:

The NHS would definitely be more trustworthy... be-
cause it’s so monitored that... and you know what’s
going to happen... (Female age 16-19)

Yeah, I trust the NHS because they give you true in-
formation. (Male age 20-24, Ras participant)

There was also a shared agreement by the majority of
the overall sample in their lack of trust towards private
companies such as Google, Amazon or Facebook when it
comes to using their online images for research purposes.
There was a common feeling that this was mostly done
for profit reasons as opposed to benefiting the public.
Participants also expressed that those private organisa-
tions, which are typically of a global setting, are not meant
to research topics of mental health and self-harm, and
should stick to their field:
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Places like Facebook are used to share your opinions
with friends, it’s not for companies to take your opin-
ions and use them for their own benefit. (Male age
16-19)

I’'m not...no, definitely not... I'm not saying they are
bad people because they are an organisation, I prefer
either to be asked or just say no and once I get into
services and get a form then I obviously give my de-
tails in that moment if I think I would but... no other
ways. (Male age 20-24, RAS participant)

Health organisations can use it to like make statistics
and maybe propose some sort of change, but compa-
nies definitely wouldn’t... they would just... or even
their bots... an algorithm would just try to sell you
stuff and try to use that information in other ways so
definitely that’s not helpful at all. (Male age 20-24)

When asked about trust levels in the UK government,
the RAS group mostly expressed positive feelings. This
was not the case for the non-RAS group who expressed
a lack of trust in the UK government. One participant
explained that the politicians, he is exposed to on tv or in
the press did not build trust in the government:

Not with the current information that I have like, if
someone was like... this is what is going to happen
to it, this is where it goes and this is who deals with
it, this is what it’s going to be used for I would. But
umm, I think that if I was given the choice, right now,
all I know of it being the politicians you see on TV
the newspaper articles you read and... I don’t think I
would. I would want to know more. (Male age 16-19)

Participants from the RAS group who expressed trust in
the government talked about this in comparison to their
experiences in their origin country. The UK government
was said to have provided support during difficult situ-
ations and did not intend them harm. They further felt
that the UK government would be there for them should
they need it:

UK Government uh yeah I can trust that because if
something happened with you, you can go straight
away and fix it straight away from a government side
if it’s illegal or something... (Male age 20-24, RAS
participant)

Yes, I trust government because they try to help us.
(Male age 16-19, RAS participant)

Another RAS participant, although expressing trust,
also shared her challenges as an asylum seeker in wanting
her life to be more private and to be able to put past expe-
riences behind her. She articulated the challenges that
come with having to share everything with government:

Yeah. I’'m an asylum seeker so... umm... I... we have
to tell them everything... to the Home Office and
yeah even if... even if we don’t like we have to share
that. All about our life back in our countries and here
they know everything about us...sometimes you don’t

want to talk about the past and they make you talk
about the past... (Female age 16-19, RAS participant)

Such reserved responses were in some sense an indi-
cator that the RAS group felt an obligation to express trust
in UK authorities. This was either because they felt they
were better in comparison to their origin governments,
or because they felt they needed to express gratitude for
being in this country and as such should not voice any
negative views.

DISCUSSION

This study explored the views of young people from diverse
backgrounds, with or without a history of self-harm, on
the sharing of data for research specifically in relation to
online imagery of self-harm through engaging with young
people, exploring motives and possible effects. Although
there is published evidence on the effects of engaging
with self-harm content, and the influence of images,5 3740
obtaining views from excluded communities, as well as
how and if this type of data, that is often freely available
online, ought to be used by others, is yet to be explored.
We found that young people from all backgrounds care
about their privacy and use of their data for research,
even when it is publicly available.

Few studies have investigated self-harm among refugees
and asylum seekers.* ™ These typically examine self-harm
behaviours by those in immigration detention centres or
special community reception centres,** leaving self-harm
among young people within this population, particularly
during post immigration life, under reported. A recent
systematic review,” investigating suicidal ideation and
self-harm among young people from migrant commu-
nities, identified only five studies up until March 2022,
notably not accounting for history of self-harm or suicidal
behaviours in their data collection. It was evident that
the RAS group was less familiar than other participants
with the practice of sharing self-harm images online, as
well as more reluctant to discuss this topic on a personal
level. Non-RAS participants were also more likely to
have a history of self-harm and felt comfortable offering
different views and perspectives. The motivations and
impacts of self-harm expressed during the interviews
were in keeping with existing literature,"® suggesting that
while exposure to self-harm online offers a digital arena
to sharing and exploring, it concurrently may be trig-
gering®” and possibly increase self-harm behaviours.* *?

The reluctance of the RAS community to engage
with questions relating to mental health, likely due to
stigma or fear of repercussions, has been highlighted
by others.* ®*°! Two systematic reviews on suicide and
self-harm in young migrants,” * advised that there was
limited literature in this field, and more high-quality
evidence was needed.

Participants with a history of self-harm thought people
who share their self-harm experiences online might need
to feel they are not alone in their distress, get recognition
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of their pain and some suggested people might share
images to raise awareness in a positive way. Young people
have previously voiced similar sentiments in relation
to attention seeking motivations for sharing self-harm
imagery and claimed self-harm ought to be kept private.”
This negative attitude to sharing may stem from young
people’s belief that it impacts the integrity of the act.”
Overall, many in this current sample thought there was
a balance to be struck; trying to avoid potentially trig-
gering content, while allowing some provision of a safe
environment for those who have no one else with whom
to share experiences. The potential impact of self-harm
online content has been explored previously,"* but typi-
cally from the point of view of those with a history of self-
harm or suicidal behaviours. Our sample was not limited
to young people with a history of self-harm, since those
without a history of self-harm or mental health issues may
also view online self-harm content and be impacted by it.

In keeping with existing literature in adults, young
people also care about their data privacy,'” * > even in
relation to publicly available social media posts and
images. Many expressed that the use of their online posts
and images for any research purposes should be with prior
consent. While privacy policies are widely used by service
providers and social media platforms, terms and condi-
tion sections remain vague, long and complicated, with
most online users choosing to omit reading them in full,
leaving them unaware of what data are being collected
and how it is being shared and used.”*® Responses to
the potential use of self-harm images for research were
varied and conflicting but equally distributed indicating
similar views between the two groups. Participants were
unsure how image data could be anonymised. While most
participants wanted to be asked for consent before their
own data were used, considering their online data more
personal even when publicly available than say health
data, they did not express the same level of determina-
tion for consent with regard to self-harm images shared
by others. Nevertheless, young people who had a history
of mental health issues or self-harm were more likely to
want explicit consent for the use of their social media
data and displayed a higher concern for privacy of sensi-
tive content.

Universities and the NHS were considered the most
trustworthy organisations. Participants felt most comfort-
able with them using their data, feeling confident it
would be used for the public’s benefit and not for profit.
In contrast, participants expressed a lack of trust in the
motives of private companies/industry in using their
data. Trust in the NHS and academic institutions has also
been supported by other authors,” * exploring views
from adult populations on data sharing.

Responses also differed between the two groups when
it came to the UK government, with the RAS group
showing more trust particularly when in comparison to
their countries of origin. That said, some RAS responses
appeared reserved or divergent on this topic, giving the
sense it is not for them to criticise anybody of authority in

their country of sanctuary. Trust levels and perception in
context to the RAS community has been highlighted in
literature as being a multifaceted concept influenced by
ones background and personal experiences.™

Strengths and limitations

The overall sample of this study was small yet adequate to
provide sufficient insight into an under explored topic,
particularly among young people from RAS communi-
ties. The sample was balanced, inclusive of both male and
female which reflected a wider perspective on the topic.
Recruitment occurred during the COVID-19 pandemic
which was characterised with minimal in-person contact
and we adapted workshops to meet COVID-19 restric-
tions. These challenges were overcome by working with
trusted organisations within those communities to facili-
tate recruitment. The stigma related to the topic itself and
using face-to-face interviews for data collection may have
also impacted willingness take part and possibly impacted
generalisability. Nevertheless, we had no non-attendees
for the workshops which was unexpected. Including the
VR sessions as part of the workshops, proved to be a posi-
tive aspect in enhancing recruitment and engagement,
that could be adopted in future studies in underserved
young people. Although there was an interpreter present
on request for the RAS group, most participants chose
to interview without interpreter support, which at times
restricted the complexity of responses. This may also
reflect their willingness to elaborate on certain topics.
Responses given by the RAS group may have been more
limited as they felt somewhat less comfortable discussing
mental health, suicide and self-harm. These topics are
often stigmatised and hidden, but this is potentially
increased within their communities.*

Thematic analysis does have some limitations, namely
thatitis less structured than quantitative research, raising
more opportunities for the researcher to influence the
outcome.” Although inductive coding strives to banish
preconceived notions, there is a concern that the research-
er’s knowledge and prepossession of ideas can potentially
have some level of influence on the themes generated.”
That said, a researcher’s subjectivity in qualitative data
analysis can also be seen as a valuable resource,” allowing
for the natural diversity that exists in thematic analysis
putting paid to the idea that a non-positivist approach
will likely promote researcher bias.”” Braun and Clarke®
suggest that the researcher is in fact actively involved in
theme construction, and therefore should own their role
in how their study is shaped. Having multiple researchers
work on the development of the coding frame provides
alternative insights and perspectives further enriching
this analysis.

Implications

Coproduction with young people of resources to support
understanding and develop innovative solutions to
gaining informed consent for data sharing and research
for public benefit is required. Young people from
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excluded communities, postimmigration RAS (since
most self-harm studies are in those in detention centres)
and males should be purposively involved in future social
media research. Themes presented in this paper do not
intend to offer a complete account of views on self-harm
imagery and data usage. Some important factors have
been identified as grounds for future research. This
includes the difference in attitudes towards sharing social
media data in those with and without a history of self-
harm, which requires further investigation. Enhancing
the evidence in the online setting in relation to self-harm
and suicide will allow for improved prevention measures
that can be tailored for excluded communities and their
unique characteristics.

Conclusion

This is the first study to gain views from young people in
excluded communities on online self-harm imagery and
data usage. This glimpse into the views and understanding
of young people in an area, that is already centre stage
in their everyday lives, highlighted the fact that although
appreciative of the importance of mental health research,
and irrespective of background, young people care about
their privacy.

X Ann John @ProfAnnJohn

Contributors AJ and Kl conceived the study; AJ, KI, DD, HM and ST designed
study; AJ, DD and AK recruited the sample; DD, AJ, KI, HM and ST collected the
data; DD, AM, TS and AJ coded and analysed the data; DD, AM and AJ produced the
first draft of the manuscript; all authors commented and edited the manuscript. AJ
is guarantor of the study.

Funding This work was funded by the MRC (MR/T046597/1; MR/W014386/1) and
the Wolfson Centre for Young Peoples Mental Health (Grant Reference 517483). The
funding bodies played no role in the design, analysis and interpretation of the data

nor in the writing of the manuscript.

Competing interests AJ was a member of the Scientific Advisory Group for
Emergencies and subgroups.

Patient and public involvement Patients and/or the public were involved in the
design, or conduct, or reporting or dissemination plans of this research. Refer to the
Methods section for further details.

Patient consent for publication Not applicable.

Ethics approval This study involves human participants and was approved by
Swansea University Medical School Ethics Committee (Ethics Number: 2020-0027).
Participants gave informed consent to participate in the study before taking part.

Provenance and peer review Not commissioned; externally peer reviewed.
Data availability statement Data are available upon reasonable request.

Supplemental material This content has been supplied by the author(s). It has
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been
peer-reviewed. Any opinions or recommendations discussed are solely those

of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and
responsibility arising from any reliance placed on the content. Where the content
includes any translated material, BMJ does not warrant the accuracy and reliability
of the translations (including but not limited to local regulations, clinical guidelines,
terminology, drug names and drug dosages), and is not responsible for any error
and/or omissions arising from translation and adaptation or otherwise.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits
others to copy, redistribute, remix, transform and build upon this work for any
purpose, provided the original work is properly cited, a link to the licence is given,
and indication of whether changes were made. See: https://creativecommons.org/
licenses/by/4.0/.

ORCID iDs
Ashrafunnesa Khanom http://orcid.org/0000-0002-5735-6601
Ann John http://orcid.org/0000-0002-5657-6995

REFERENCES

1 Beninger K. Research using social media; users’ views. NatCen Soc
Res 2014;1-40.

2 Basch CH, Ruggles KV, Berdnik A, et al. Characteristics of the most
viewed youtube, videos related to bullying. Int J Adolesc Med Health
2017;29.

3 Brown RC, Fischer T, Goldwich AD, et al. #cutting: non-suicidal self-
injury (NSSI) on instagram. Psychol Med 2018;48:337-46.

4 Pangrazio L, Selwyn N. “It’s not like it’s life or death or whatever”:
young people’s understandings of social media data. Soc Media +
Soc 2018;4:205630511878780.

5 Jacob N, Evans R, Scourfield J. The influence of online images on
self-harm: A qualitative study of young people aged 16-24. J Adolesc
2017;60:140-7.

6 Marchant A, Hawton K, Burns L, et al. Impact of web-based sharing
and viewing of self-harm-related videos and photographs on young
people: systematic review. J Med Internet Res 2021;23:e18048.

7 Herschel R, Miori VM. Ethics & big data. Technol Soc 2017;49:31-6.

8 Richards NM, King JH. Big data ethics. Wake Forest L Rev
2014;49:393.

9 Eynon R. The rise of big data: what does it mean for education,
technology, and media research? Learn Media Technol
2013;38:237-40.

10 Golder S, Ahmed S, Norman G, et al. Attitudes toward the ethics of
research using social media: a systematic review. J Med Internet Res
2017;19:e195.

11 Marwick AE, boyd danah. Networked privacy: how teenagers
negotiate context in social media. New Media & Soc
2014;16:1051-67.

12 Livingstone S. Taking risky opportunities in youthful content creation:
teenagers’ use of social networking sites for intimacy, privacy and
self-expression. New Media & Soc 2008;10:393-411.

13 Madden M, et al. Teens, social media, and privacy. Pew Res Cent
2013;21:2-86.

14 Marchant A, Hawton K, Stewart A, et al. A systematic review of the
relationship between internet use, self-harm and suicidal behaviour
in young people: the good, the bad and the unknown. PLoS One
2017;12:e0181722.

15 Biddle L, Derges J, Mars B, et al. Suicide and the internet: changes
in the accessibility of suicide-related information between 2007 and
2014. J Affect Disord 2016;190:370-5.

16 Mars B, Heron J, Biddle L, et al. Exposure to, and searching for,
information about suicide and self-harm on the internet: prevalence
and predictors in a population based cohort of young adults. J Affect
Disord 2015;185:239-45.

17 Harris IM, Roberts LM. Exploring the use and effects of deliberate
self-harm websites: an internet-based study. J Med Internet Res
2013;15:e285.

18 Lewis SP, Seko Y. A double-edged sword: A review of benefits
and risks of online nonsuicidal self-injury activities. J Clin Psychol
2016;72:249-62.

19 Dunlop SM, More E, Romer D. Where do youth learn about suicides
on the internet, and what influence does this have on suicidal
ideation? J Child Psychol Psychiatry 2011;52:1073-80.

20 Whitlock JL, Powers JL, Eckenrode J. The virtual cutting edge: the
internet and adolescent self-injury. Dev Psychol 2006;42:407-17.

21 Bryman A. Social research methods. 4th edn. Oxford: Oxford
University Press, 2012.

22 Robson C, McCartan K. Real world research. Wiley Global
Education, 2016.

23 Bryman A, et al. Bryman’s social research methods. Oxford: Oxford
University Press, 2021.

24 Ingham K, John A. Virtual embodiments (2016-2017). 2017.

25 Khanom A. The health experiences of asylum seekers and refugees
in Wales: executive Summary of the HEAR study, March 2019. Public
Health Wales, 2019.

26 Platform, A.M.H.D. The SHARE UK research eegister. 2023.
Available: https://adolescentmentalhealth.uk/Research/SHAREUK

27 Guest G, Bunce A, Johnson L. How many interviews are enough?
An experiment with data saturation and variability. Field methods
2006;18:59-82.

28 Malterud K, Siersma VD, Guassora AD. Sample size in qualitative
interview studies: guided by information power. Qual Health Res
2016;26:1753-60.

10

Dekel D, et al. BMJ Open 2024;14:e076981. doi:10.1136/bmjopen-2023-076981

“1ybuAdoo Aq pa1osiold "AlsIaAluN vasUeMS 1e 7202 ‘Sz AInC uo jwod fwg uadolway/:dny wouy papeojumoq 20z AINC €2 Uo T869/0-£20z-Uadolwg/9eTT 0T sk paysiignd 1siy :uado NG


https://x.com/ProfAnnJohn
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0002-5735-6601
http://orcid.org/0000-0002-5657-6995
http://dx.doi.org/10.1515/ijamh-2015-0063
http://dx.doi.org/10.1017/S0033291717001751
http://dx.doi.org/10.1177/2056305118787808
http://dx.doi.org/10.1177/2056305118787808
http://dx.doi.org/10.1016/j.adolescence.2017.08.001
http://dx.doi.org/10.2196/18048
http://dx.doi.org/10.1016/j.techsoc.2017.03.003
http://dx.doi.org/10.1080/17439884.2013.771783
http://dx.doi.org/10.2196/jmir.7082
http://dx.doi.org/10.1177/1461444814543995
http://dx.doi.org/10.1177/1461444808089415
http://dx.doi.org/10.1371/journal.pone.0181722
http://dx.doi.org/10.1016/j.jad.2015.10.028
http://dx.doi.org/10.1016/j.jad.2015.06.001
http://dx.doi.org/10.1016/j.jad.2015.06.001
http://dx.doi.org/10.2196/jmir.2802
http://dx.doi.org/10.1002/jclp.22242
http://dx.doi.org/10.1111/j.1469-7610.2011.02416.x
http://dx.doi.org/10.1037/0012-1649.42.3.407
https://adolescentmentalhealth.uk/Research/SHAREUK
http://dx.doi.org/10.1177/1525822X05279903
http://dx.doi.org/10.1177/1049732315617444
http://bmjopen.bmj.com/

29 Ingham K. John Ann Virtual Embodiments, 2017. Available: https://
www.kareningham.org.uk/virtual-embodiments

30 BraunV, Clarke V. Using thematic analysis in psychology. Qual Res
Psychol 2006;3:77-101.

31 Thomas DR. A general inductive approach for analyzing qualitative
evaluation data. Am J Eval 2006;27:237-46.

32 Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting

qualitative research (COREQ): a 32-item checklist for interviews and

focus groups. Int J Qual Health Care 2007;19:349-57.
33 Boyd D, Crawford K. Critical questions for big data: provocations

for a cultural. technological, and scholarly phenomenon information.

Comm & Soc 2012;15:662-79.

34 Jones KH, McNerney CL, Ford DV. Involving consumers in the
work of a data linkage research unit. Int J Consumer Studies
2014;38:45-51.

35 Monks H. Young people’s views regarding participation in mental

health and wellbeing research through social media. Int J Emot Educ

2015;7:4-19.

36 Glaser BG, Strauss AL. Discovery of grounded theory: strategies
for qualitative research. 2017: Routledge, Available: https://www.
taylorfrancis.com/books/9781351522168

37 Seko Y, Kidd SA, Wiljer D, et al. On the creative edge: exploring

motivations for creating non-suicidal self-injury content online. Qual

Health Res 2015;25:1334-46.

38 Sternudd HT. Photographs of self-injury: production and reception in

a group of self-injurers. J Youth Stud 2012;15:421-36.

39 Baker TG, Lewis SP. Responses to online photographs of
non-suicidal self-injury: A thematic analysis. Arch Suicide Res
2013;17:223-35.

40 Lewis SP, Michal NJ. Start, stop, and continue: preliminary insight
into the appeal of self-injury e-communities. J Health Psychol
2016;21:250-60.

41 Hedrick K, Borschmann R. Prevalence, methods and characteristics

of self-harm among asylum seekers in australia: protocol for a
systematic review. BMJ Open 2022;12:e060234.

42 Cohen J. Safe in our hands?: A study of suicide and self-harm in
asylum seekers. J Forensic Leg Med 2008;15:235-44.

43 Ehntholt KA, Trickey D, Harris Hendriks J, et al. Mental health
of unaccompanied asylum-seeking adolescents previously
held in british detention centres. Clin Child Psychol Psychiatry
2018;23:238-57.

44 Gargiulo A, Tessitore F, Le Grottaglie F, et al. Self-harming behaviours
of asylum seekers and refugees in europe: A systematic review. Int J

Psychol 2021;56:189-98.

45 Basu A, Boland A, Witt K, et al. Suicidal behaviour, including ideation
and self-harm, in young migrants: a systematic review. Int J Environ

Res Public Health 2022;19:8329.

46 Edmondson AJ, Brennan CA, House AO. Non-suicidal reasons for
self-harm: A systematic review of self-reported accounts. J Affect
Disord 2016;191:109-17.

47

48

49

50

51

52

53

54

55

56

57

58

59

60

61

62

63

Stanicke LI. | chose the bad’: youth’s meaning making of being
involved in self-harm content online during adolescence. Child Fam
Soc Work 2023;28:160-70.

Brown RC, Fischer T, Goldwich DA, et al. “I just finally wanted to
belong somewhere”-qualitative analysis of experiences with posting
pictures of self-injury on instagram. Front Psychiatry 2020;11:274.
Patchin JW, Hinduja S, Meldrum RC. Digital self-harm and suicidality
among adolescents. Child Adolesc Ment Health 2023;28:52-9.
Procter NG, Kenny MA, Eaton H, et al. Lethal hopelessness:
understanding and responding to asylum seeker distress and mental
deterioration. Int J Ment Health Nurs 2018;27:448-54.

Spinhoven P, Bean T, Eurelings-Bontekoe L. Inconsistencies in the
self-report of traumatic experiences by unaccompanied refugee
minors. J Trauma Stress 2006;19:663-73.

Scourfield J, Roen K, McDermott E. The non-display of authentic
distress: public-private dualism in young people’s discursive
construction of self-harm. Soc Health & llin 2011;33:777-91.
Hoofnagle CJ, King J, Li S, et al. How different are young adults
from older adults when it comes to information privacy attitudes and
policies? SSRN Journal 2010.

Luger E, Moran S, Rodden T. Consent for all: revealing the hidden
complexity of terms and conditions. in proceedings of the SIGCHI
conference on human factors in computing systems. 2013
Schneble CO, Favaretto M, Elger BS, et al. Social media terms and
conditions and informed consent from children: ethical analysis.
JMIR Pediatr Parent 2021;4:€22281.

Steinfeld N. “I agree to the terms and conditions”: (how) do users
read privacy policies online? an eye-tracking experiment. Comput
Human Behav 2016;55:992-1000.

Critchley CR. Public opinion and trust in scientists: the role of

the research context, and the perceived motivation of stem cell
researchers. Public Underst Sci 2008;17:309-27.

Jones LA, Nelder JR, Fryer JM, et al. Public opinion on sharing
data from health services for clinical and research purposes without
explicit consent: an anonymous online survey in the UK. BMJ Open
2022;12:e057579.

Ni Raghallaigh M. The causes of mistrust amongst asylum seekers
and refugees: insights from research with unaccompanied asylum-
seeking minors living in the republic of ireland. J Refug Stud
2014;27:82-100.

Jason L, Glenwick D. Handbook of methodological approaches

to community-based research: qualitative, quantitative, and mixed
methods. Oxford University Press, 2016.

Joffe H, Yardley L. Chapter four: content and thematic analysis.
research methods for clinical and health psychology. London: Sage
Publications, 2003:56-68.

Braun V, Clarke V. Toward good practice in thematic analysis:
avoiding common problems and be(com)ing a knowing researcher.
Int J Transgend Health 2023;24:1-6.

Varpio L, O’Brien B, Rees CE, et al. The applicability of
generalisability and bias to health professions education’s research.
Med Educ 2021;55:167-73.

Dekel D, et al. BMiJ Open 2024;14:e076981. doi:10.1136/bmjopen-2023-076981

11

“1ybuAdoo Aq pa1osiold "AlsIaAluN vasUeMS 1e 7202 ‘Sz AInC uo jwod fwg uadolway/:dny wouy papeojumoq 20z AINC €2 Uo T869/0-£20z-Uadolwg/9eTT 0T sk paysiignd 1siy :uado NG


https://www.kareningham.org.uk/virtual-embodiments
https://www.kareningham.org.uk/virtual-embodiments
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.1177/1098214005283748
http://dx.doi.org/10.1093/intqhc/mzm042
http://dx.doi.org/10.1080/1369118X.2012.678878
http://dx.doi.org/10.1111/ijcs.12062
https://www.taylorfrancis.com/books/9781351522168
https://www.taylorfrancis.com/books/9781351522168
http://dx.doi.org/10.1177/1049732315570134
http://dx.doi.org/10.1177/1049732315570134
http://dx.doi.org/10.1080/13676261.2012.663894
http://dx.doi.org/10.1080/13811118.2013.805642
http://dx.doi.org/10.1177/1359105314527140
http://dx.doi.org/10.1136/bmjopen-2021-060234
http://dx.doi.org/10.1016/j.jflm.2007.11.001
http://dx.doi.org/10.1177/1359104518758839
http://dx.doi.org/10.1002/ijop.12697
http://dx.doi.org/10.1002/ijop.12697
http://dx.doi.org/10.3390/ijerph19148329
http://dx.doi.org/10.3390/ijerph19148329
http://dx.doi.org/10.1016/j.jad.2015.11.043
http://dx.doi.org/10.1016/j.jad.2015.11.043
http://dx.doi.org/10.1111/cfs.12950
http://dx.doi.org/10.1111/cfs.12950
http://dx.doi.org/10.3389/fpsyt.2020.00274
http://dx.doi.org/10.1111/camh.12574
http://dx.doi.org/10.1111/inm.12325
http://dx.doi.org/10.1002/jts.20152
http://dx.doi.org/10.1111/j.1467-9566.2010.01322.x
http://dx.doi.org/10.2139/ssrn.1589864
http://dx.doi.org/10.2196/22281
http://dx.doi.org/10.1016/j.chb.2015.09.038
http://dx.doi.org/10.1016/j.chb.2015.09.038
http://dx.doi.org/10.1177/0963662506070162
http://dx.doi.org/10.1136/bmjopen-2021-057579
http://dx.doi.org/10.1093/jrs/fet006
http://dx.doi.org/10.1080/26895269.2022.2129597
http://dx.doi.org/10.1111/medu.14348
http://bmjopen.bmj.com/

	#BeSeen: understanding young people’s views of the motivation and impacts of sharing self-­harm imagery online and use of their social media data for research﻿﻿—﻿﻿a UK participatory arts-­led qualitative study
	Abstract
	Introduction﻿﻿
	Aim

	Methods
	Theoretical underpinnings
	Sample and recruitment
	Workshops
	Patient and public involvement
	Data collection
	Data analysis
	Results and interpretation
	Study participants
	History of self-harm
	Thematic analysis
	Theme 1: online imagery of self-harm
	Motivations for sharing online imagery of self-harm
	Potential effects of sharing self-harm images
	Censorship of self-harm images

	Theme 2: data sharing for mental health and self-harm research
	Use of images and posts for research
	Specific to self-harm
	Trust in organisations for data usage


	Discussion
	Strengths and limitations
	Implications
	Conclusion

	References


