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ABSTRACT

Caregivers of people experiencing severe mental illness
(SMI) report a multitude of psychosocial impacts, including
feelings of loneliness and isolation, distress, societal stigma
and prejudice around mental health. We describe the design
of a series of video stories, performed by actors, which were
based on the lived experiences of caregivers and people with
SMI. We conducted a series of in-depth qualitative
interviews with 11 participants, which formed the basis for
the video content. We then worked alongside two caregivers
(as advisors), at each stage of the production process, to
develop a set of 45 video stories, using personas in our
process. Through a discussion of our creative process, we
offer a set of considerations for future researchers wishing to
develop relatable and empathic digital content for online
information provision and support tools. In addition, we offer
a set of reflections around the complex ethical challenges
underpinning this design space.

Author Keywords
Severe mental illness; User-centered design; Video stories;
Experience sharing; Digital stories

ACM Classification Keywords
H.5.m. Information interfaces and presentation (e.g., HCI):
Miscellaneous.

INTRODUCTION

Severe Mental Illness (SMI) is an umbrella term
encompassing a wide range of mental health conditions,
including major depression, personality disorder, bipolar
disorder and psychosis. Caring for someone with SMI can be
a lonely role; caregivers are often left unassisted to cope with
challenging situations resulting from the SMI, and they can
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find it difficult to discuss their issues and feelings with others
due to fears of societal stigma and personal prejudices
surround mental health. This can leave caregivers feeling
helpless and isolated, with the view that they are the only
ones facing many of these difficult experiences [29].
Improving caregiver capacity to cope better with the
stressors linked to caregiving has threefold effect [12, 38,
45], by enhancing caregiver wellbeing, having a positive
impact on recovery of the patient, especially to reduce
relapse, and by reducing burden on health and social care
services. This can be done by providing emotional and
informational support and family intervention to caregivers
of people with SMI. However, due to staff and caregivers’
limited time, and the resources required to provide formal
support, it is often the case that caregivers’ own mental
health needs are not addressed [50].

There is a small, but emerging, HCI literature within the
space of digital support for people with SMI [21-23],
however work which has focused predominantly on
supporting the caregiver is limited [24, 96]. Given the
acknowledged feelings of isolation that caregivers can face
[29], there is a need for tools which can help caregivers feel
that they are not alone in their experiences. The therapeutic
benefit of sharing personal stories for people with traumatic
lived-experiences has been recognised in the literature [33,
67]. Moreover, it has been acknowledged that sharing visual
stories is a powerful way of connecting and empowering
people who have similar lived-experiences [13, 18]. Much
work focusing on experience sharing within other chronic
health conditions such as cancer or diabetes has looked at the
use of video as a way to achieve an emotional connectedness
and mutual empathy between members of a health
community [48]. However, this work mainly focuses on user
generated content [37, 48], which can be challenging in the
context of discussing sensitive topics i.e. mental health, in
particular from a caregivers perspective.

In this paper we describe a 6 month long design-led study
conducted with 11 participants, which formed part of a larger
clinical project [50]. Our work aimed to create a set of video-
based stories (portrayed by actors to maintain the privacy of
participants), to feed into an online toolkit to support
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caregivers of people with psychosis or bipolar disorder. A
full discussion of this toolkit extends the scope of this paper
but, in summary, Relatives Education And Coping Toolkit
(REACT) is a modular intervention for caregivers of people
with bipolar disorder and psychosis. The modules cover
topics such as understanding mental health services,
managing stress and treatment options, among others [50].

Our contribution to the HCI community is threefold. First,
we offer an empathic understanding of the lived-experiences
of people experiencing SMI and their caregivers; second, we
provide a framework for designing relatable, accessible, and
privacy sensitive digital content for online tools to support
those caring for people with SMI; finally, we offer
reflections around the complex ethical challenges
underpinning digital tool creation for mental health, to
inform future designers wishing to work within this space.

Living with severe mental illness

Severe mental illness, suffered for 12 months or more, is
thought to affect approximately 4-7% of the global
population [44]. Bipolar Disorder (BD) is characterised by
recurrent periods of extreme mood including depression,
mania and mixed affective states [27]. Those affected are
prone to making impulsive, precarious decisions (e.g.
spending money or impulsive sexual behaviours) [59]. Those
suffering from psychosis can experience presence of
symptoms including 1) delusion believing things that are
generally accepted to be untrue by other people; 2)
conceptual disorganisation not being able to think straight
and so sounding very confused; 3) hallucination (auditory or
visual) experiencing things that aren’t really happening; 4)
cognitive deficits; and 5) affective symptoms such as
depression and agitation [2]. Coping with and managing
these symptoms on a daily basis can be very challenging for,
not only the individual experiencing them, but also the
family and friends who support them. Caregivers of people
with SMI are the predominant point of care and support for
their loved one, often without any formal training and
support [1, 8]. This, often full time, caring role is reported to
be overwhelming and stressful, as well as having a negative
impact on family relationships, employment, finances and
individual’s quality of life [19]. This caring role can cause
distress and burden on caregivers [3, 52, 53, 70, 87, 97].
Impacting factors include patient behaviour, changes in
caregiver and patient functioning, social support networks,
caregivers’ coping strategy, family functioning, perceived
stigma and caregivers’ mental wellbeing [16, 77]. In addition
to the burden of care, SMI can bring shame, embarrassment,
feelings of guilt and self-blame to the caregiver [2].

In the existing HCI literature focusing on SMI, little work
has explored the caregivers’ role [91]. Most of the
undertaken studies have focused on providing digital support
and education for the patients [4, 46, 55]. While web-based
interventions are increasingly being offered to caregivers of
other chronic health conditions [68, 72, 79, 84, 94], less
progress has been made in mental health. However, the

importance of supporting caregivers across various health
domains, including mental health, has been recognised [20,
22, 64, 78]. Research has shown that informal and regular
caregivers of those with SMI benefit from education and
support [11, 49, 69, 99]. While there is a need to provide face
to face support to caregivers, support can be facilitated
through cost effective digital platforms as they offer
accessibility, inclusivity and anonymity which can be
appreciated in a stigmatised mental health context [31, 54,
56].

The value of online support

For people living with a health condition, several
motivations surrounding participation in online health
communities have been noted within the literature. First,
when experiencing a chronic health condition, there is a
desire to seek social support from others who have similar
personal experiences, and can thus offer empathy and
compassion in ways others cannot [98]. In addition, health
communities focused on specific conditions can offer a
stigma-free space, comprised of people representing a
diversity of experiences and advice, all with their own links
to available information and resources [47]. Access to these
online resources has also been found to correlate with better
medical knowledge, which can facilitate patient-clinician
interactions and increase confidence around decision-
making [81]. Pang et al. [66] and Vines et al. [92] describe
the issues faced by people attempting to learn about health
related topics online, such as not having the available
vocabulary to search with, and concerns around how they can
relate these to their own circumstances. Increasingly people
with any known health condition can search online resources
to acquire information and support [43].

Over the past decade, as access to multiple online digital
media platforms has grown, we are seeing an emergence in
patient-generated content capturing the lived-experiences of
people with health conditions. This has been shown to
influence patients with health-related decision-making [26,
83, 100]. The literature shows that people tend to draw on
online resources that are generated by those with similar
experiences to themselves [82] and that people are more
likely to trust the advice coming from ‘experts by
experience’ with similar social identities to themselves [6,
80]. Different mediums exist for incorporating user-
generated content into online resources. Patients or
caregivers often use social media, discussion forums, blogs
or video hosting sites to share their personal lived-experience
stories [62, 65].

Video as a means to establish emotional connection
Several studies have used video medium (e.g. vlogs, web
videos, video documentaries and YouTube videos) as an
educational tool to provide support and information for
various health conditions [25, 30, 40, 48, 63]. The medium
of video facilitates disclosure of more personal and
emotional information [7]. A significant body of research has
investigated how health video blogs (vlogs) [60] can have



positive impact, both informationally and emotionally, on
viewers effected by a health condition [30, 42, 63, 85].

Sharing stories via video can facilitate an emotional
connection and promote empathy and relatedness towards
‘expert by experience’ stories [58, 92]. In addition, creating
video stories that can be implemented within digital health
interventions can instigate increased engagement with digital
tools. However, when this is carried out by a caregiver
(discussing another person with SMI) this can present new
ethical and pragmatic shortcomings, particularly when
considering the use of online health tools which are created
and implemented in a clinical context. For example, video-
based experience sharing which originates from patients is
often delivered by people who are at a good enough point in
their recovery to discuss their health condition openly online
and share their identity. This can be challenging in
stigmatised health domains such as mental health, especially
in the context of experience-sharing as a caregiver, which
can lead to issues around ownerships over the story being
shared. This raises the importance of exploring new ways of
creating privacy sensitive stories.

OUR STUDY

In the following sections we detail our study, which aimed to
explore the production of a set of relatable, video-based
stories detailing lived experiences of SMI, whilst
maintaining the privacy of patients. The video creation
process involved three phases: 1) a series of scoping
interviews, to understand the experiences of SMI from the
perspectives of different types of caregivers and patients; 2)
the creation of a set of personas which could be used to
support storyline extraction from the data; and 3) rehearsal
and recording with actors, with guidance from several of the
caregivers who shared their stories.

Participants

A total of 11 participants (6 female, 8 caregivers,) were
recruited to take part in the study. Our purposive sample
included both caregivers of, and people suffering from,
bipolar disorder or psychosis, to ensure that a range of
insights surrounding experiences of SMI were portrayed
within the story sharing videos. Potential participants were
contacted via an advertisement, circulated through the social
media accounts, participant database and patient advisory
group of the Spectrum Center for mental health research at
Lancaster University. The participants were offered a £20
Amazon voucher in appreciation of their time and
involvement. Participants represented a diverse set of
experiences. Of the caregivers, two provided care to a
spouse, three to a sibling and two to a child (over 18). One
participant both had experience of providing care to a parent
with SMI and was a patient themselves. The final three
participants were patients.

Who owns the story? Production decision

In the early stages of our study, the production method was
debated across the team including our caregiver advisors.
Our intention was to produce videos that best resonate those

affected by the SMI population. To achieve this, we
consulted the use of interview recordings. Our advisors
raised concerns on anonymity, particularly underlining the
issue of caregivers discussing their loved one’s condition in
their videos, which could lead into identifying the person
with SMI. They highlighted that even if the video is about
the caregivers’ feelings it can still give away information
about the patient which made them feel uncomfortable about
sharing this content.

We then considered getting consent from all parties affected
by the video production [71] e.g. caregivers and their family
member whom they will be discussing in the videos.
However, the possibility of the person with SMI not being
clinically fit to consent was raised and the need for clinical
assessment prior to consent was identified. In addition, it is
possible that even when the caregivers and their loved ones
are happy and clinically fit to consent, they may change their
decision at a later stage. This might not always be possible
to implement as, due to the nature of digital platforms, videos
can be watched by many viewers. Despite the attempt to fight
against the stigma associated with mental health, being
identified as someone suffering from mental illness can have
a negative impact on the person’s personal, social and
professional life. We considered pixelating the videos or
recording only the arm movements. However, we felt that
these techniques may minimise the emotional connection we
wished to establish with our audience.

After thorough consideration, we reached the decision to
interview the caregivers and their loved ones capturing their
lived-experience stories and use professional actors to retell
the stories in order to protect the identity of the participants.

Scoping interviews

We conducted one-to-one semi structured interviews which
focused on sharing experiences of living with SMI.
Interviews were conducted face to face at Lancaster
University, where possible, or remotely via WebEx. Some
participants were related and requested to be interviewed
separately; only one couple (a mother and daughter)
preferred to attend a joint interview and share their
experiences together. Participants were prompted to share
their stories on: 1) how SMI was affecting their personal,
social and professional life; 2) maintaining family
relationships; 3) their experiences of living with SMI; 4)
their coping strategies; and 5) any useful information they
wished to share with newly-diagnosed families. The
questions were tailored to the mental health condition
participants were dealing with i.e. bipolar disorder or
psychosis. Interviews were video recorded for later analysis
by the research team. Participants also gave consent for this
video material to be watched by the actors (in the presence
of the research team) who would portray the final video
stories.

Development of Personas
The researcher who carried out the interviews and was
familiar with all interviewees, then created 6 personas based



Figure 1: Screenshots from videos played by actors

on the characteristics and shared experiences of the
participants who represented each persona category (i.e.
parent, child, spouse, sibling). For example, when we
interviewed two participants who provided care to their
husbands we combined the characteristics of both
interviewees and created a new persona for a wife character.
The created personas were further discussed and modified
with another researcher to ensure they were representative of
the data as well as the wide range of family relations involved
in care.

Personas can be used as a way to create relatable content and
avoid ‘characterless’ and ‘lifeless’ scenarios [5, 75]. In
addition, they are a useful tool for understanding and
communicating information about our target audience and
ensuring the consistency of vision across the analysis team
[14, 28,41, 73, 74]. Utilizing personas in our study had three
advantages: 1) helped us make assumptions about our target
audience based on different relationships and experiences
and therefore extract more meaningful data from the
interviews; ii) enabled efficient communication across the
analysis team about aims and process of our analysis; and iii)
helped actors in phase 3 to intuit a background of the
character on whom they would portray. Personas helped us
to ask questions about the needs of our target audience (e.g.
what would spouses want to know about their legal rights as
first point of contact? What would siblings want to know
about managing challenges whilst growing up with a sibling
suffering from SMI?).

In the persona descriptions, we focused on interviewees’
experiences around how their family was first affected by
SMI and drew on their routine caregiver duties. The
following 6 personas were created based on the combined
experiences of the interviewees. The names used are
pseudonyms:

Helen My partner of 10 years has schizophrenia. He’s been
displaying symptoms for about seven years now but was only
diagnosed 3 years ago. We’ve got two children and he first
became ill when I was pregnant with our first son. We saw
some symptoms early on, but it was quite difficult to get him

to go to a doctor. We have a very good relationship so I am
now actually part of his care plan.

Abtin My older sister was diagnosed with psychosis over 10
years ago. I gradually became involved with her care because
other members of the family just didn’t have the time,
understanding or capability. I had to fight for my legal right
as her caregiver, and I never gave up until this happened —
now [ am involved in all her meetings and decisions.

Siobhan 1 have had depression for about 14 years, and then
about a year ago I was diagnosed with psychosis as well. I’'ve
had quite a lot of traumatic life experiences so I think my
psychotic condition is the result of having experienced these
events.

Julie As far as I know, my son was diagnosed with psychosis.
He never wanted me to go into his meetings in hospital, as if
there was a big dark secret he didn’t want me to find out
about. He went to great lengths to stop me finding things out,
and wanted me to be distant from his condition. My daughter
tried to go to the meetings instead, but he didn’t like that so
it caused a rift between them and he didn’t speak to her for
several months. He decided to keep his meetings and
condition private.

James 1 became ill recently after travelling — I came back on
a plane thinking I’'m some sort of extra-ordinary amazing
person who doesn’t need to sleep and was talking absolutely
non-stop. It was very confusing for everyone, especially my
parents, who couldn’t even begin to understand what was
going on. It must have been really difficult and stressful for
them, because they ended up calling the GP which resulted
in me being detained in a psychiatric hospital. I was very
angry with my parents for a very long time, but they have
been a huge support for me, have always put up with me and
almost put to one side their own emotional needs — I don’t
know what the future holds yet, but I can’t thank them
enough for their help so far.

William My dad was diagnosed with depression for as long
as I can remember, and then about 10 years ago he was
diagnosed with Bipolar Disorder. At the time, he was looking



after my mum, who had Multiple Sclerosis. I also have
Bipolar, I think it can be easy to miss by health professionals
— I went to see my GP when I was depressed, but during
mania, if it’s not extreme, you are quite happy and it
sometimes doesn’t register as a problem.

We then used the personas as a framework for creating a
Q&A style storyline, which would be portrayed by the actors
on screen during our video creation. The storylines were
developed by analyzing the interviews, and subsequently
representing the shared experiences, of participants who
represented each persona category. This is described below.

Data analysis for development of storylines

Six researchers were tasked with analyzing the raw data
(videos transcripts of the interviews) and developing a list of
shared experiences which could be given as scripts to the
actors. These researchers were all highly experienced in the
space of SMI and were all members of the Spectrum Center
for mental health research at Lancaster University.

Each researcher was provided with the persona of the
character they were assigned to, as well as the video and
transcripts of any interviews related to that persona
(depending on the number of interviews we had for each
family role). They were asked to thematically analyse their
transcripts using a framework approach [86], to identify the
specific emotions, challenges and experiences that their
participants faced. They were then asked to develop a script
in a Q&A style, based on a series of questions that had been
provided. Some examples of these questions were: Could
you share your experience about a time when you were going
through a crises with your relative?; Could you tell me about
a time when you used a new approach to deal with a difficult
crises with your relative?; Do you think that looking after
your relative is having an impact on you? Can you describe
how? Do you do anything to look after yourself?; What is
your experience of accessing mental health services?; What
do you understand about available treatment options?; Could
you explain about the things you find positive about your
future as a caregiver, and the things that might be more
worrying?. The scripts were based on the character persona
they had been provided but were grounded in the data that
had been collected in the interviews. Scripts were developed
in a naturalistic and conversational style, and where possible
were drawn from the speaking styles of the participants.
Many of the scripts contained direct quotes from the
participants which had been then edited to reflect the
experience of the persona.

Preparing actors for a relatable performance

In order to help the actors to understand the lived experiences
of people affected by SMI and to become familiar with the
characters we took the following steps. First actors were
given personas and anonymised created scripts outlining the
character they were asked to play. This step was taken to help
the actors develop their representation of the characters. The
actors were invited to an orientation day at Lancaster
University. During the orientation session actors watched the

interviews related to their character to help them present the
participants to the best of their ability. The session included
discussions with the analysis team; watching additional
material available online from HealthTalkOnline [62]
relevant to mental health; and the opportunity to have a
discussion session with two caregivers involved in the
project as advisors.

We recorded a series of 45 videos across all 6 of our
characters, each under 4 minutes long. The recordings
happened in presence of a caregiver advisor who provided
feedback on authenticity and relevance. The videos were
recorded in an interview format (see figure 1). The actors
were given a set of Q&A material covering the key content
of the video scripts for the recording day.

EMPATHY, RELATABILITY AND POSITIVE EMOTION

A total of three overarching themes emerged from
thematically analysing all 11 interviews data. Each of the
storylines that were created across all of the characters
encompassed these three themes which were drawn out in the
experience-centred videos that we created. These themes
were empathy, relatability, and positive emotion. Below we
present segments of the scripts that the actors used in their
final performance, which are a synthesis of the experiences
from multiple different people who took part in the original
interviews that we conducted as the first stage of our study.
We discuss each theme in turn, drawing out shared
experiences across all persona categories (e.g. parent, child,
sibling, patient). We identify quotes based on the persona’s
name, which have been previously described above.

Empathy

All four participants suffering from SMI extensively
described what it feels like living with SMI. Understanding
feelings and experiences that someone with SMI endures can
help caregivers cope better when supporting their own loved
one in a similar situation. It can provide caregivers with
another perspective to the condition which can promote
empathy “I feel like I have a double life- people see the face
— is confident or intelligent — but they don 't understand that
it comes at a price —of trauma and pain”’ [Siobhan].

Hearing about feelings and experiences of those suffering
from SMI can reassure caregivers that their loved one’s
thoughts and beliefs are true to that person. That they are
actually experiencing these ‘out of ordinary’ situations
which they often talk about. They explained how one can go
from feeling extremely powerful and wanting to change the
world, to being completely isolated and depressed:

“Mania is great, it’s the best feeling ever, I love feeling like
that, you think you can do anything and you think you can be
anything you want to be! You might think you are the son of
God because it’s such a strange experience, you don’t
understand what’s happening to you and you do feel this real
power. In my first mania, I did a lot of flow charts, I started
drawing things on large pieces of paper which were meant
to be solutions to all the problems in the world.” [James]



Participants highlighted the importance of looking into the
situation from patient’s perspective:

“Nobody ever suggested to me to think from his point of view.
Once we had an incident that, out of the blue, he just got very
angry with me, to the point that I had to leave, just to stop
the argument with him really, and that's something, that in
the beginning [ wouldn't have done. I would have just stayed
there and argued with him and made things worse and
instead I just stayed away until things had calmed down and
it turned out (that) what he was actually afraid of was him
being taken into hospital again. And I'd never, until that
point, thought about how he must have felt when he was
going through it, when he was being sectioned or taken away
by the police. I'd only ever focused on how bad it had made
me feel. It would have made things much easier right from
when he was little really if I had thought about it in that way.
I learnt that when he was getting really stressed the best
thing was to walk away.” [Julie].

Caregivers explained how accepting SMI as an illness can
improve caregiver’s capacity to cope and manage the
condition:

“I think at the times when Thomas was really ill and he was
making the paranoid accusations and things like that I did
just have to remind myself that it’s an illness and he doesn’t
really think that... sometimes when I'm really struggling 1
just say to myself ‘look if he had a different illness like a
physical illness if he had cancer or something you wouldn’t
get mad at him, you wouldn’t think about leaving’, you know,
and everybody would rally to support him. So it’s just the
same thing and I think because it affects the way they think
and the things they say to you it’s really difficult to forget
sometimes that it’s an illness because it hurts.” [Helen]

Relatedness

All caregivers shared disturbing and challenging memories
of caring for their loved ones. They agreed that hearing how
other caregivers have managed a challenging crisis would
promote a sense of relatability and belonging to others with
similar experiences:

“After her last sort of crisis of when she became very high
and then became psychotic, she believed she was the Virgin
Mary, she had a fixation on a chap, who had been a friend
who she met actually whilst in the hospital at one point who
lived in our village and she had escaped from the hospital;
she thought he was Jesus Christ and she arrived on his
doorstep in this state and health professionals still weren't
prepared to do anything at that point until I threatened them
with basically bringing a solicitor in and an independent
psychiatrist to see whether they have her sectioned because
they wouldn't have even sectioned her. ”’[ Abtin]

These experiences are unique to the individual and incredibly
overwhelming and stressful for the caregivers. Most
caregivers are not trained on how to deal with challenging
situations i.e. hallucination or delusion. However, hearing

about the techniques others in similar situation have used
would help them to learn how to handle the crises better:

“There was a time when he thought he was an ambassador
for the UN and he phoned the police asking for help, It’s
really difficult at that point because theyre so far removed
from reality that it’s really difficult to say to them that what
your experiencing is a symptom of an illness, but it’s just a
case of trying to rationalize it really and to say ‘you think
that really’. He was hallucinating about an alien flying past
the window, so you’ve got to talk them round and say, what
is the probability that there actually is an alien out there?
How realistic is it? Have you ever seen an alien before? And
Just to try and talk them round. It is really challenging to
know what the best thing to say is but it’s just about trying to
stay rational really.” [Helen]

All participants emphasized how caring for someone with
SMI can have negative emotional impacts on caregivers. One
participant, represented in the character of Abtin, explained
that the distress of caring for his sister caused a “nervous
breakdown ” for him. However, participants learned that they
need to find ways to distance themselves when needed:

“In the beginning it was very dramatic and painful. And I felt
very isolated. I remember when he was first admitted to
hospital and we were told by the psychiatrist that he would
probably always need secure rehab. We came out of that
meeting and went to a café and looked round and just felt
like I had nothing in common with the people sitting there
having an ordinary life and chatting to each other. It was a
very, very lonely place, it’s like who do you talk to about it
‘cos it is just such a unique experience - I guess. I've had to
really tell myself'that I need good times and holidays and I've
had a lot of support from my family and friends. They make
sure that I am OK and they help me not to feel guilty that [
go on holidays and my son doesn’t.” [Julie]

These shared experiences can help caregivers understand
that they are not the only one experiencing an overwhelming
burden of care.

Positive emotion

Sharing positive advice and support has constructive impact
on caregivers coping strategies. Hearing stories about
recovery journeys and how both caregivers and their loved
ones learn effective techniques for managing SMI can
promote positive caregiving approaches:

“He’s very good with communication now, we’ve been
through this for so many years he understands that he’s ill
and we 've identified all the symptoms from the early warning
signs to the middle and then, you know, the extreme later
symptoms and we 've got all those written down in a care plan
and Thomas is happy that if it gets to the middle stages I can
say to him ‘look you’re showing these middle stages we re
really worried about your health now we need to start getting
some care in place and I think he’s at a point now where he
understands that but that’s been years and years in the
making really.” [Helen]



All participants with SMI expanded on their strategies for
managing their mood and their own unique management
strategy. The examples were varied, which exhibits how each
person’s coping mechanism can be different. This
understanding would enable caregivers to support their loved
one to identify their own unique coping strategy:

“I think I have to see my friends to calm me down, or see a

professional in the mental health team or like isolate myself,
otherwise I will just talk to myself or I might just get
aggressive or anxious and cry because it’s quite scary, so 1
stay at home and I have to stay away from it all, the crowds
and all the noises because it’s too much for my head. But
then sometimes, it can work the opposite ‘cos Bipolar is so
variable, it’s different for everyone. Sometimes when I’'m in
a very sociable, confident mood, I want the noise; like the
loud music, the parties, the pubs, I love it and my head is
buzzing and it’s like being on drugs ‘cos your dopamine is
high, your brain is more stimulated. Sometimes that can be
dangerous ‘cos you're getting too much and then you're
getting even higher, it’s like when you drink more and you
get even higher, you know, it’s exactly like that.” [James]

Participants had different relationships with their caregivers
which was representative of the population and contributes
to ecological validity. Some had very close relationships and
a supportive network:

“It was very difficult for my parents, up and down in the
middle of the night... talking non-stop. They couldn’t even
begin to understand what was going on and it was really,
really difficult for them. I don’t know what would have
happened if I didn’t have a loving family around to support
me. Help me to try to live a normal life, to complete my
education and think about training, a career and getting on
with that.” [James]

Whereas some preferred to be a closed book about their
mental health and engage with their family and friends in
normal life activities:

“It’s kind of like you don’t want to go in-depth all of the time,
even female friends, sometimes you just want to have a bit of
fun and talk about general things, like, I don’t know, TV
programs, or are you going out shopping, or you know all
this kind of fun ‘what have you done to your hair?’ So, I'm
learning, sometimes you just need all that little fun stuff and
to feel normal, you know, you don’t have to go deep. And like
1 said, a lot of my girlfriends that have been through stuff
don’t always wanna go deep, they don’t wanna make you cry
about things. A lot of us women, that have been through stuff,
I notice, we do try to keep face. So, it’s just the little network
and supporting stuff really.” [Siobhan]

Hearing about the diversity of caregiver’s involvement in
care and how each patient has different relationships with
their family members can help caregivers to be more
acceptable towards the possible rejections they may receive
from their loved one.

In order to have a positive outlook on their caring role,
caregivers emphasized the need for looking after themselves
and discouraging feelings of guilt and self-shame “To think
you want to support and help but also you are a human being
yourself and you 've got your own needs to look after. So it’s’
a balancing act where you look at the risk.” [Helen]

DISCUSSION

Through a creative process of producing video stories
surrounding lived-experiences of SMI we have explored how
the design and creation of digital media can support the
exchange of information, advice and experiences related to
severe mental illness. In doing so, we have highlighted some
of the key qualities of health-related information and support
that are valued by those affected by SMI. Furthermore, we
have highlighted the challenges we faced for portraying
privacy sensitive, lived-experiences of a representative
sample of patients and caregivers in the severe mental health
context. In the following, we offer a set of considerations for
future research exploring the development of relatable and
empathetic digital content for online provision and support
tools.

Caring as a shared experience

Digital storytelling has been used in the healthcare sector to
allow meaningful reflection on the experiences of those
affected by chronic health conditions, in terms of training
health professionals, increasing patient engagement in
organisational change, and assisting patients in making
decisions about their health [34, 36, 39, 88]. However, the
focus has predominantly been on the experience sharing of
patients and less about caregivers’ side of the story. Given
the impact of chronic health condition on all members of the
family in addition to their significant but invisible role in
supporting their loved one, very few studies —of those mainly
in physical health—have explored sharing experiences of
caregivers [48].

The need for caregivers to feel connected through
experience, and retain a sense of belonging to other
caregivers have been broadly discussed in the literature [10,
51, 90], indeed this is the main goal of many face to face
support groups which bring health communities and their
caregivers together. Our participants expressed their desire
for positivity to shine through the content. This echoes a
finding of [51] where caregivers looked for advice and
information conveying positivity and [57] where young
dementia caregivers wanted a platform to share and hear
positive experiences of dementia. Digital content should
retain this positive element whilst portraying a realistic
picture of dealing with a particularly challenging domain like
mental health.

While the role of caregiving is considered to be similar
across all types of caregivers regardless of the condition [51]
the stigma associated with mental health can add
complexities for sharing personal stories. Healthtalkonline
provides an extensive resource of short video stories about
experiences of those affected, including caregivers, by a



variety of health conditions [32]. Although this platform
covers a wide range of health conditions, video related to
each condition is about 5 minutes long which serves as an
introductory reflection to any specific condition. In our study
we tried to cover as many aspects of living with SMI as
possible. Although we created digital stories for a toolkit
aimed to be used by caregivers, we also captured patient’s
perspectives in our video stories to promote empathy by
adding insight into patient’s feelings, challenges and needs.

Future designers creating digital tools for caregivers, who
struggle to gain access to the caregiver community,
particularly around sensitive topics like SMI, could use these
shared experiences as a starting point for developing their
own understanding of the context of caregiving in SMI or for
developing their own scripts to design actor performed
experience sharing videos. However, it is worth noting that
we had internal validity relating to the relatedness of actor
performances because we had involvement of caregivers as
advisors throughout the process and the actors had access to
the video interviews to base their performances on.
Therefore, it is important if this approach is taken to ensure
that a rigorous evaluation is conducted to ensure the videos
portray the empathy, relatedness and positive experiences
that were so important to our participants, and the other
caregivers that are represented in the literature.

Bringing characters to life

We encountered challenges for creating realistic and
believable characters; communicating the characters
efficiently across the team; and helping actors to capture the
lived-experiences. Using persona enabled an efficient way to
communicate the character across the team and with actors,
as well as helping the analysis team to understand what they
are looking for when analyzing the interview data. We aimed
to capture a broad range of lived-experiences, characterize
distinctive relationships with SMI and to demonstrate how
each family member is affected differently by SMI. As noted
by Pruitt and Grudin [75] getting the right set of personas is
challenging. In our effort we identified different
relationships with SMI and interviewed at least one person
from each category to gain an understanding of each
relationship and the impact of SMI on each family member.
We then created a persona for each relationship based on our
interviewees and the wider community of people affected by
SML

It was apparent from our data analysis that our participants
valued receiving empathy, relatability, and positive emotion
by watching these lived-experience videos. Using actors
(reading video scripts), may appear as ‘role-played’ and
‘lifeless’. Collecting rich contextual data in our interviews
helped with the development of realistic storylines. To
achieve a realistic character in video production stage, our
caregiver advisors worked closely with actors to help them
understand the lived experiences of people affected by SMI.
We used different filmmaking practices e.g. creating the
video scripts, helping the actors getting into character, and

making sure they were empathic in order to overcome these
issues. Hence from an evaluation perspective, we still need
to investigate whether the wider audience accessing the
REACT toolkit perceived the videos to be realistic and close
to their personal experiences. As such, we encourage future
researchers wishing to produce lived-experience video
stories, to engage enough time with the target audience to
successfully project their values in all production stages.

The ownership dilemma

The project introduced several ethical challenges we did not
envision from the beginning. Whilst we had expected that
there would be a need to maintain absolute privacy when
discussing sensitive topics, we had not considered the fact
that there may be issues over the ownership of the stories,
when being discussed by a caregiver. Although caregivers
shared their perspectives and experiences of certain events,
the incidents they described had very much happened to their
loved one, and not them. Maintaining privacy and protecting
the identity of the patient came across strongly during
discussions with our advisors and participants, which led to
the eventual use of actors.

Ownership concept is wrongly assumed to be within the
context of granting editorial rights and copyright to the
storyteller [93] and overlooking the ripple effect of sharing
personal information online. Whilst many previous studies
have used real participants for the creation of video content
(e.g. [33,95]), and allowed participants to make an informed
and considered decision about publishing their story through
which the responsibility for disclosure remained with the
participant [35], when discussing highly sensitive topics we
must consider the privacy of all individuals involved in the
story. We need to think well beyond the ethical process of
consent and explicitly answer the question of who is being
discussed in this story and how they may be effected by the
content that could further complicate their personal and
professional life.

The notion of engaging with digital stories in sensitive
domains can attract negative responses from the online
audience and cause harm to the storyteller [93]. Therefore
the need for sensitivity when creating and sharing personal
stories publicly is highlighted in the literature [23, 33]. This
echoes concerns raised by our participants regarding the
impact of being identified through sharing stories as
someone affected by SMI. In our study we intended to create
stories for a toolkit which is a closed environment for
registered users and will not be searchable in the same way
as social media platforms are but for example when people
are discussing a challenging SMI incident, they might
unwittingly discuss identifiable information about their
loved one. Created stories should be representative of
participants’ personal experiences which are often highly
personal and unique. For example, one of our participants
explained a very challenging crises incident about her
brother. At the end of the interview she raised concerns about
being identified since the incident was very unique and was



already being discussed in her small town. This is more
challenging in smaller communities where this identification
can be highly possible and damaging. Although our toolkit is
a secure and closed environment, designers wishing to create
digital stories open to the general public need to be mindful
of this issue and work closely with people who are affected
in different ways with SMI to mitigate the risk of sharing
personal information on video stories.

It’s an emotional process! The ethical challenges

Working alongside ‘experts by experience’ (e.g. those
effected by SMI) to gain insight into their lived-experiences
throughout the process of creating videos was necessary yet
challenging not only in the context of participants’ emotional
wellbeing but also emotional burden on researchers [21].
While safeguarding around emotional wellbeing of
participants is a standard practice in research, researchers’
own wellbeing has received less attention in the literature
particularly in HCI [61]. In our process of creating videos we
also encountered the need for protecting researcher’s
wellbeing which we were not prepared for. As a researcher,
you may feel uncomfortable and emotionally involved
hearing these lived-experience stories [89], and conducting
such research requires the researcher to be able to distance
themselves from the research domain [61]. Whilst
researchers vary in relation to the type of support they wish
to seek out, journal writing, peer debriefing, taking time out
of research, reflection and therapeutic counselling have all
been highlighted as preferred techniques to maintain
emotional wellbeing in sensitive research [9, 15, 17, 61, 76].
On request of some participants their interviews were
conducted via WebEx. During one of the interviews with a
patient suffering from psychosis the participant became very
emotional remembering and sharing stories about his own
suicidal thoughts, losing his brother to suicide, how his
condition affected his family and how his wife has been an
amazing support through the years. He became deeply upset
and was unable to complete the interview. Since the
interview was held over the internet, the researcher found it
difficult to assist. This unplanned emotional distress to the
participant with psychosis can be triggering and incredibly
risky. While our risk mitigation strategy included a follow up
email and phone call at a later time, in this incident we
needed a faster action plan which was not envisioned in our
strategy. Fortunately, this participant was not alone as we
intended to interview his wife afterwards. Online tools such
as Skype or WebEx can facilitate a space to engage with a
wider population and more importantly with hard to reach
participants in terms of geographical limitations. While this
offered inclusivity makes online tools an emerging space for
conducting research, there is limited policy around online
care provision and safeguarding. HCI researchers working in
sensitive domains need to ensure this type of content is
delivered in the context of supportive tools, wherein there are
clear details around how to improve one’s situation.

CONCLUSION

In this paper, we have focused on exploring the encounters
and opportunities that are facing the use of video medium to
capture lived-experiences of those who are ‘expert by
experience’ in the context of SMI. There is a need for
relatable, but privacy sensitive media content in online
toolkits for health: evidenced by the issues raised in our
approach surrounding the consent process and involving
people and their stories in creation of ‘expert by experience’
videos. This type of video content production is a lengthy
task, and there are many ethical challenges that must be
considered for example involving a representative from the
target population throughout the process. Yet to make the
videos relatable, we need to ensure the voice of the
participants shine through when using actors and that the
videos appear realistic.
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