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Accessible summary:
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What is known on the subject?

11 People diagnosed with serious mental illness (SMI):

14 e Live 10-20 years less than the general population, and this can be related to

16 lifestyle factors such as poor diet and low levels of physical activity.

18 e Have a good understanding of what healthy lifestyle comprises of, but face
barriers and challenges related to their mental health, treatment, and life situation.
23 There is limited participatory research that considers the specific beliefs of people

25 diagnosed with SMI about what “being healthy” means to them.

What this paper adds to existing knowledge:

30 e People diagnosed with SMI value health and are often already engaged in

32 activities that promote both physical and mental health.

e They experience the “vicious cycle” of barriers to engage in healthier lifestyle,
37 including medication effects, poor sleep routines, fatigue, low mood and

39 establishing a routine, but this shows how healthy activities can improve their
mental health.

44 e The importance of meaningful places and their role in supporting healthy

46 lifestyles was identified

e Some people diagnosed with SMI face significant socio-economic challenges

51 (such as lack of cooking facilities; limited money for purchasing healthy food) to
53 supporting healthy lifestyles.

e To truly understand the perspectives of people with SMI, who are typically

58 voiceless and disempowered, research methods need to allow the participants to
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set the agenda for discussion, to not only provide rich data but also have the added

benefit of empowerment and enhanced engagement.

What are the implications for practice?

Mental health nurses should:

e Explore the practical barriers to healthy lifestyle such as financial concerns and ensure
that people can access support to obtain what they need from the local community
resources.

e Instigate a mental health and/or medication review if mental health symptoms or
medication side effects are a barrier to healthy lifestyles
e Explore what places have meaning and consider how to use meaningful places as

motivating factors for healthy lifestyles and promoting mental well-being.

ABSTRACT

Introduction: People diagnosed with serious mental illness (SMI) live 10-20 years less than
the general population, due in part to co-existing physical illness linked to lifestyle factors.
To inform individualised care plans to promote healthy lifestyles, it is important to
understand the views of people diagnosed with SMI. To truly understand their lived
experience, research methods should allow participants to set the agenda for discussion,

enhancing engagement and empowerment in the research process.
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Aim: To use a participatory research approach to capture what healthy lifestyle means to

people who are diagnosed with SMI.

Method: Eight people diagnosed with SMI participated in six, weekly focus groups using

Photovoice. Data were analysed using thematic analysis.

Results: The overarching theme was ‘mental health is the main priority’ and the other themes
were barriers to a healthy lifestyle, represented as a vicious cycle, and three themes which
were facilitators - the importance of place, meaningful activities and the importance of

others.

Discussion: The methodology allowed participants to choose images that reflected their lived
experience. The themes describe the interaction of physical and mental health and practical

barriers and will inform the design of individualised care plans.

Implications for Practice: In co-designing care plans, mental health nurses should draw on

peoples’ preferences and explore the barriers identified in this study.

Relevance statement

There is a significant health inequality for people diagnosed with SMI. This study used a
participatory method (Photovoice) to capture lived experience and sheds light into the
challenges they face on a day-to-day basis in the adoption of healthy lifestyles. The findings
will help inform mental health nurses how to address health promotion through individualised
conversations that identify specific barriers, being able to advocate or address some of the
barriers and work with peoples’ interests, choices and preferences in devising achievable and
meaningful goals. It is vital that mental health nurses recognise the challenges that people

diagnosed with SMI face.
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INTRODUCTION

The life expectancy of people diagnosed with serious mental illness (SMI) is approximately
10 — 20 years less than the general population (Chesney et al., 2014; Laursen, 2011). SMI
includes mental disorders such as schizophrenia-spectrum disorders, bipolar disorders and
severe major depression where there is significant functional impairment and limitation of
major life activities (Ruggeri et al., 2000). This increased mortality is due to high levels of co-
existing physical illness such as respiratory problems, cardiovascular disease, and obesity (De
Hert et al., 2011) and lifestyle and psychiatric treatment factors account for much of the
increased risk of having these illnesses. For example, people diagnosed with SMI have
higher levels of obesity (Coodin, 2001) and are often more sedentary compared with the
general population (Daumit et al., 2005). Furthermore, antipsychotic drugs are significantly
associated with weight gain (Newcomer, 2005), metabolic syndrome (Vancampfort et al., 2015)
and type 2 diabetes (Vancampfort et al., 2016).

This has led to interventions to improve the physical activity of people diagnosed with SMI,
and a review (Richardson et al., 2005) noted that regular physical exercise improved mental
health, especially secondary psychiatric symptoms of psychosis such as depression and low
self-esteem and that interventions that target specific groups and/or are tailored to individuals
are more effective. The importance of individually tailored, or personalised, interventions is
widely acknowledged in healthcare (e.g.,The NHS Long Term Plan, 2019). These interventions
should be informed by a good understanding of predisposing and precipitating factors
contributing to the problem being addressed, and perpetuating factors that maintain the
problem or are barriers to behaviour change. Individual case formulations incorporate these
components and are widely used in psychological therapy and mental health services (e.g.
Pearson, 2008; Tarrier & Calam, 2002). They are informed by psychological theory and more

effective in planning interventions than diagnosis alone (Macneil et al., 2012). Case

Journal of Psychiatric and Mental Health Nursing

Page 4 of 70



Page 5 of 70

oNOYTULT D WN =

Journal of Psychiatric and Mental Health Nursing

formulations tend to be informed by general formulations which are then adapted to account
for the unique circumstances for the individual. A better understanding of the beliefs,
interests, values and goals of individuals, what motivates them and barriers to behaviour
change will support this individualised approach. More tailored approaches would also be
more likely to improve self-efficacy, the belief the individual has the capability to be able to
do something successfully, which is one of the most important predictors of health behaviour

change (Holloway & Watson, 2002).

There is limited research that considers the specific beliefs of people about what “being
healthy” means to them. Blanner et al. (2015) undertook interviews with people diagnosed
with SMI with the aim of understanding what they thought are the causes of physical health
issues, what types of issues they experienced and what could be done to prevent these issues.
The participants regarded physical and mental health as inseparable and identified a
significant impact of living with an SMI on their physical health, energy and motivation, and
the impact of medicines and dealing with symptoms of SMI. Blomqvist et al. (2018)
undertook 16 qualitative interviews with people with SMI in Sweden asking “how healthy
living has influenced own health, the experiences of trying to change unhealthy habits and
what helps support healthy living”. They identified a main theme of being regarded as a
“whole human being” in that physical health is an important aspect of holistic care. Other
themes identified included being able to get outdoors, importance of structure and planning
and support from significant others. These studies offer useful insights but were based on
discussions led by researchers and therefore limited to the parameters of the study. To truly
understand the perspectives of people with SMI, who are typically voiceless and
disempowered, participatory research methods that allow the participants to set the agenda
for discussion not only provide rich data but also have the added benefit of empowerment and

enhanced engagement.
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A community-based participatory research (CBPR) approach was taken using Photovoice, a
method where photographs are used as an elicitation tool for facilitating discussion and
sharing experiences. Caroline Wang and Mary Ann Burris developed Photovoice, a visual
research methodology which enables people to record and reflect on issues facing their
community and their day to day lives (Wang, C. & Burris, 1997). Photovoice encourages
critical dialogue and knowledge about issues of concern through group discussion, with the
intention to create change. Underpinning this approach is the idea that the visual image
enables people to identify and think critically about problems/issues central to their lives
more easily. Using a camera is also accessible and inclusive of those who do not read, write,
or speak the dominant language, and those living with stigmatised health conditions, such as
SMI. Photovoice is an approach which recognises that it’s the people living in those
communities who have the expertise and insight, not the professionals. Adopting such an
approach has the potential to be empowering, accessible, and inclusive of those who are often
passive subjects to health policy and practice (Wang, Caroline & Burris, 1997). Photovoice has
been used in research with people diagnosed with SMI, including Cabassa, Nicasio and Whitley
(2013) who found photovoice helped people diagnosed with SMI living in supportive housing
in the US to communicate life experiences related to their health, and to formulate solutions.
Their work led to the development and testing of a peer-led healthy lifestyle program focused
on weight loss, cardiorespiratory fitness (CRF), and cardiovascular disease (CVD) risk
reduction (Cabassa, L. J. et al., 2015). Findings indicated that peer-led group lifestyle balance
(PGLB) was not superior to usual care in helping participants achieve clinically significant
changes in weight, CRF, and CVD risk reduction (Cabassa, Leopoldo J. et al., 2021), which
emphasises the difficulties achieving positive outcomes for people diagnosed with SMI and
the importance of identifying barriers to change. By engaging them in an exploration of the

barriers and facilitators, and what a healthy life is to them, we hope the findings of this study
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will help us to understand factors that should be taken account of when designing

personalised approaches.

AIM

The aim of the study was to work in partnership with people diagnosed with SMI to
understand what healthy means to them, and the barriers and facilitators to living a healthy
lifestyle. Understanding this will help the development of personalised formulations and
interventions to improving healthy lifestyles of people diagnosed with SMI.

METHOD

Design:

A ‘community-based participatory research’ (CBPR) approach, using a focus group over six

weeks and Photovoice, to ensure a participant-led and lived experience perspective.

Sampling and recruitment of participants:

The study aimed to recruit a sample of eight participants as this is the optimum number for a
focus group (Stewart & Shamdasani, 2014) and consistent with previous photovoice studies
(Cabassa, L., Parcesepe et al., 2013). Purposive sampling was used to recruit people in receipt of
care from a community mental health team (CMHT) with serious mental health conditions
and equal numbers of males and females. Twelve “consent to contacts” were received of
which nine subsequently consented to participate. The remaining three were ineligible for the
study; two did not have a diagnosis of SMI, and the other was in hospital at the time of
completing the consent to contact form. One person who consented to participate in the
research subsequently withdrew because they moved out of the area. Eight adults, five males

and three females, aged between 31 and 53 years participated in the study.

Setting:
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A publicly funded NHS community mental health service in a provincial city in the North of
England, UK. Life expectancy for men and women living in this city is lower than the
England average (Public Health England, 2019). The wider local authority area from which

participants were recruited has an Index of Multiple Deprivation (IMD) of 54 out of 317 local

authorities in England (where 1 is the most deprived).

Recruitment:

The CMHT case managers approached potentially eligible participants on their caseloads,

gave leaflets about the study, and obtained “consent to contact” if the service user expressed
an interest in the study. Researcher (RB) then met with potential participants to talk through
the study process, and the Participant Information Sheet. Potential participants were given at

least three days to consider their participation, before giving written informed consent.

Ethical and governance approval:

The study was given a favourable opinion by a UK National Health Service (NHS) Ethics
Committee and approved by the UK Health Research Authority. The consent form and
patient information sheet made it clear that if anyone disclosed risk of harm to self or others,
the researchers would have to contact emergency or mental health services as appropriate. All
data were stored in compliance with the General Data Protection Regulations (2018) and
electronic data stored on the NHS Trust secure network drive with password protection. Data
was anonymised using pseudonyms, and potentially identifiable audio-recorded information
was anonymised where necessary during transcription. Photos in which other people could be

identified were not included and this was made clear to participants.

Photovoice Method:
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This method was crucial to the study in that it ensured a participant-led enquiry based on
lived experience. Photovoice uses photographs taken by participants as visual prompts to
facilitate discussion to communicate aspects of their lived experiences through visual images
and accompanying narratives (Minkler & Wallerstein, 2008). Rather than fitting experiences to
pre-determined questions, the active process of using participants’ photographs encourages
them to consider what is important to them (Harper, 2002; Wells et al., 2012), which is more
likely to lead to an understanding of the realities of a person’s life and feasible and effective
interventions. The photovoice procedure and the photo-sheet were adapted from guidance

provided by Amos et al. (2012).

Six weekly group sessions were conducted, each lasting approximately two hours. The first
session familiarised participants with the aims (to generate knowledge about what health
means to people diagnosed with serious mental illness) and structure of the sessions,
instruction on how to use the cameras and confidentiality issues. Participants were asked to
spend time throughout the following week taking (unlimited) digital photographs that in their

view related to a topic chosen by the group.

Each of the subsequent sessions followed the same format. Firstly, a one-to one discussion
with a group facilitator (AE, RB, ML, EH) to review the photos and selection of one
photograph by the participant that they felt best illustrated the theme of the week. This was
printed and the participant gave it a caption/title. A photo worksheet was used to help them
express why their chosen photograph was important to them (see supplementary material).
The second part of these sessions was the group session where participants presented and
talked about their chosen photograph, and what it meant to them in relation to their health and
the chosen theme. At the end of the group session, the theme for the following week’s
photographs was chosen by the participants. The final session focused on summarising all

the photographs presented, people’s narratives and associated discussions, and encouraging
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participants to reflect on their participation in the project. All the focus group sessions took
place in a city centre venue (not associated with statutory mental health services). The focus

groups were audio recorded and transcribed.

Analysis:

The photographs, notes taken at the 1:1 sessions and transcriptions of the focus groups were
analysed using thematic analysis as described by Braun & Clarke (2006; 2019) and polytextual
thematic analysis as described by Gleeson (2011; 2020). Polytextual thematic analysis
acknowledges and enables more than one type of data to be analysed. It essentially follows
the same key stages as a thematic analysis but moves between textual excerpts and images in
the early stages of familiarisation with the data and creation of basic explanatory codes. For
example, each (group) transcript and set of images was scrutinised for themes in an iterative
process that involved moving back and forward from text to images. Initially, textual excerpts
and images were scrutinised and extracts of text that were deemed noteworthy were
highlighted and qualities within the pictures were noted. The next stage was the creation of
explanatory codes (a basic unit of meaning) that could be applied to the textual excerpts and
images that conveyed the interpreted meaning. Following this stage, the data were managed
as one source (a list of codes with their associated images and text). All coded textual data
and images were then reviewed for fittingness by reviewing the text and visual data
associated with each code to ensure all the data shared the same meaning. If different extracts
of data or images differed in meaning then codes were expanded (or collapsed if different
codes had a shared meaning). Codes with similar properties were grouped into tentative
themes which were then refined and their boundaries demarcated by further scrutiny of the

images and text that had informed the themes. Finally, each theme was defined and named.

The analysis performed by researchers (RB, AE) was data driven and inductive and

discussions on the different stages of analysis involved AE, RB and ML.
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RESULTS

A total of eight people were recruited to participate in the study. On average, five
participants attended each week. One participant attended session one only due to difficulties
travelling to the group. Travel costs were provided, however issues with mental health were a
barrier. Despite this, the researchers (AE and/or RB) continued to make weekly telephone
contact, and the participant continued to take photographs and provide written notes each
week (using the photosheet provided). 29 photographs were collected out of a possible 32

(eight photographs per sessions two to five).

Five themes were identified which were important in terms of making healthy lifestyle
choices. The first in an overarching theme, which conveys what healthy meant to people
diagnosed with SMI, “Mental health is the main priority”. Barriers to a healthy lifestyle are
described in theme 2, (it’s like a vicious cycle), and factors that counteracted these challenges
and facilitated more healthy lifestyles identified in themes 3 (importance of place), 4

(meaningful activities) and 5 (importance of others), see figure 1.

(insert figure 1 here)

Theme 1: “Mental health is the main priority”.

“Mental health is the main priority” underpinned all other themes. Mental health was their
main focus, what mattered most to them and almost a taken for granted aspect of what
healthy meant to them. Participants did not talk about physical and mental health as two
separate concepts. Their main preoccupation and motivation was to be mentally well but they

also recognised that many things that improve physical health (good diet, fresh air and
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exercise, reducing smoking and caffeine) also improved their mental health. When describing

what healthy meant to them, participants described it as “feeling complete”; “feeling full”;

99, ¢

“normal”; “being busy”’; “finishing my goals”. It therefore included subjective wellbeing

such as feeling “normal” and a behavioural element -achieving goals and being occupied,

EE 1Y

which helped them feel healthy (more “capable”, “complete” and “busy”).

“it’s about being stable really about being you know kind of complete innit
you know...it’s kind of full really you know like you ve got this going on
here that going on there ... there’s loads of words I could think of like
progress and being stable and being happy and things like that but to be
complete to me it’s about finishing my goals really” (participant 7, male)

Here is an example of a personally meaningful activity for one participant:

Doing things:

I’ve just started this model.
Nothing I enjoy more than
modelling. I'm interested in
WW?2. I feel so much better
when I’'m doing things
(participant 7, male)

Theme 2: “It’s like a vicious cycle”
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Participants identified factors associated with living with a serious mental illness which

served as significant barriers to making healthier lifestyle choices. It was clear that these

oNOYTULT D WN =

factors could at times compound each other and become a vicious cycle. An example of this,
10 shown in figure 2, is the experience of side effects of psychotropic medication such as weight
gain, disturbed sleep and fatigue. This, together with self-medication such as caffeine and

15 smoking, leads to difficulties planning, establishing a routine and self-care, leading to

17 difficulties engaging in meaningful activities and low mood. Social isolation and limited

finances also contribute to the negative cycle.

(insert figure 2 here)

38 There was a lot of discussion around medication for mental health and co-morbid health
40 issues. Participants readily acknowledged the need for psychotropic medication, but also
described how the side effects negatively impacted their lives in several ways, most

45 commonly weight gain:

«“

48 “eating the right food on medication is hard...you get hungry, you're
49 always wanting to eat and its awful medication sometimes, and I don’t
know how they haven’t found a medication that doesn’t actually make you

57 feel hungry....”

54 (participant 2, female)

56 “on medication you put weight on. I have to be careful what I eat, so that’s
57 why I'm eating salads and following traffic lights on food packaging”

59 (participant 1, male)
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The medication left some participants feeling tired and two commented on needing to adapt
the time they took their medication to ensure they woke on time to attend and function in the
focus group (which started at 11am). Difficulty sleeping, including waking during the night,
was common. One participant described how this often resulted in drinking coffee and
smoking excessively during the night, which negatively impacted on their motivation and

plans for the following day:

“I have a lot of trouble sleeping, I like get 2 to 3 hours a night and I'm just
up and down....I was supposed to go to meeting yesterday with [xxx] and I
Jjust stayed in..... If I keep waking up I'll have a cigarette, you 're laid in bed
and you know you’re not going to get back to sleep so you think I may as
well get up and have a cig, have a cup of tea/ coffee, and it’s the same thing
round and round” (participant 6, male)

Despite the negative aspects of medication, participants also recognised the benefits, so the
challenge was finding the right balance of positive versus negative effects but there was a
reluctance to challenge professionals on their medication regimen. One participant described
the challenges of taking multiple medications for coexisting mental and physical health
problems, including mood fluctuations, tiredness, and confusion about how to best manage a

complex prescription:

“Some medications say eat an
hour before food, some say eat
with food, some say take on an

empty stomach. So they give it to
me in a dosette box, when I pop
them into my hand I don’t know

which tablets which. I'm on
about 17 tablets in a

morning...they re supposed to

help with your mental health but

I’'m on that many I get tired and |
don’t know what the word is...
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ragged, and if I don’t take them
at the right times I’'m not
supposed to take any of
them....they tell me to miss and
start again the next day..... that’s
10 why I call it half full, half empty,
1 I can only get a balance of what
12 1 thinks right...it’s very
confusing at times” (participant
15 8, male)

oNOYTULT D WN =

18 “Half full, half empty”

25 Living alone and the financial constraints that some people with serious mental illness
27 experience also impacted on making healthy choices. One participant described cooking for
one as “more difficult”, another described how fresh food is expensive and more likely to be

32 wasted if you live alone:

35 “I live on my own, I like to buy fresh food (but) it goes off and it’s
36 expensive to just throw stuff away” (participant 3, female)

40 Participants described how living alone reduced their motivation to cook a meal, healthy or

42 otherwise.

45 “cos I live by myself you tend to cook less when you’re by yourself than you
are when you’ve got someone there, that’s why I like it when my daughter
48 comes down so I can make her somet so I'll have something along with her,
49 so in other words she tends to help me eat cos otherwise, [ wouldn’t I
50 wouldn’t eat properly” (participant 5, female)

54 Financial constraints also meant some participants were less able to cook a meal due to

56 having no cooker:
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I’'ve never had a cooker since I moved in cos I couldn’t exactly afford one;
I've got a microwave and things like that but it’s not the same as a cooker
where you can make meals on a cooker, you can’t do the same in a
microwave. You re limited to what you can actually cook and I was just
tending to eat junk food and that all the time (participant 5, female)

For some participants living alone, feeling less motivated to cook, and having a limited

budget resulted in frequent use of fast food from cheap local takeaways:
“when I'm like alright then I'll probably only have like one [takeaway] a
week but there was one week where I had like four, I was just like I can’t be
bothered to cook and I was just too much effort”. Free delivery or 50p

extra, 200 yards away — still get it delivered...don’t need to leave the
house” (participant 3, female)

when you start totalling it up all your healthy stuff and all that what you’re
buying it’s easier to buy fast food sometimes (participant 8, male)

Participants discussed ways of addressing and overcoming many of the issues that hindered
healthier choices, and these examples could help inform tailored interventions to support

health behaviour change for people diagnosed with SMI.

Theme 3: Importance of place

The importance of “place” came up repeatedly in the discussions. Spending time in favourite
places including spaces in their own home, local parks, historical sites, cathedrals, churches
resulted in positive thoughts, feelings, experiences, and tapped into good memories. Most of
the participants chose to visit their favourite places to take the photographs for the study.
Two female participants chose home as their meaningful place; one participant took a photo
of a space in her home with a reclining chair situated away from the TV. This was an indoor

private space where she would go and close her eyes and relax. She described how she rarely

Journal of Psychiatric and Mental Health Nursing



Page 17 of 70

oNOYTULT D WN =

Journal of Psychiatric and Mental Health Nursing

17

goes out, so for her ‘healthy’ meant relaxing at home in her chair with her cat, see excerpt

below:

Peaceful

1 like to sit in his chair to
relax —it calms me down
when I’'m anxious.”
(participant 5, female)”

Others described visiting outdoor places because they were interesting, and/or for relaxation.
For example, one participant photographed his favourite historical site and described his

interest in the site, and how he perceives his interest to be healthy:

“it’s just my favourite place and when I think about things like that it quite
interesting to think about it so I guess that’s quite healthy isn’t it”

Another participant chose to photograph a caravan and fishery site. He described how visiting
the caravan site gave him “a good health feeling”. He described eating healthier, exercising

more (walking the dog), and sleeping better because of the fresh air when at the site.

Theme 4: Meaningful activities:

Participants discussed various activities which gave them a sense of achievement and

enjoyment and served to facilitate feeling healthy. For example, cooking (cooking for others,
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being cooked for), walking with others or alone at night. One female participant described
how walking at night was more pleasurable as it felt more leisurely and less pressured (she
had nowhere to be), for her the pleasure outweighed the risks. Other activities included

fishing, listening to music, drawing, exercise, and attending the weekly photovoice group.

One participant took a photograph of his own artwork alongside a speaker and described how
the photograph not only captured his hobbies, but also how he gauged his mental health in

relation to his hobbies:

‘My art work’

“one of the drawings that I’ve done and a speaker for music because I
love music, it always makes me feel better...sometimes I don’t hear it cos
I'm concentrating on the drawing but every so often it will click in and
I’ll hear it so, so if [ can make myself draw I'm really happy because I'm
doing two things that I love like drawing and listening to music like and |
think er, I can tell when I'm feeling worse because I won’t draw so I'm
happiest when I can draw like. Cos if I try and draw when I’'m not right
well it always turns out rubbish” (Participant 6, male)

During the week when the theme was ‘food’, two of the participants brought along

photographs which captured food, however the accompanying narratives revealed more about
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how the associated activity i.e., food shopping and cooking a meal, enabled a sense of

achievement and purpose:

b

‘Signature dish — my pan of dumplings

‘It’s very important to have nice food’

“it’s one of only things |
can make and get right
every time... my wife
generally cooks but if |
could cook more it would
more than likely help me
relax, like you say with
the drawing, it draws you
away from your feelings,
cos you re focusing on
that, like I have music on
when I’'m messing about
doing that, but maybe |
could I'd like to do it
longer ... if we invite them
[family] to dinner they
always say I hope its
dumplings, that’s all they
say if they know they re
coming to our house...
yeah because they all
compliment me on them so
you feel, it lifts you, you
feel good” (Participant 8,
male)

“a photo of my kitchen
cupboard cos ['ve got lots
and lots of food in it erm 1

think it’s very important
you 've got nice food to

eat... tells you that I'm

capable... obviously
you 've got to be capable
and know what you 're
cooking to go out to shop
and get your own
shopping and fetch it back
and cook it yourself
anyway” (Participant 7,
male)
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Activities involving the gym were described as difficult due to fatigue and lack of confidence
by most of the participants, and one participant described how he chose to exercise at home.
Where physical exercise was clearly the focus of the photograph (see below), the narrative
also described how exercise helped their mental health through giving them “something to

do” helping them “feel more confident and happier” and feeling more energised:

Gym equipment At the gym
Doing my exercises makes “I like going to the gym
me feel better. My whole because it keeps me
day can change after a healthy but it like helps my
workout. I feel get more mental health as well cos it
energy and feel more gives me something to do
confident, happier and and it makes me feel good,
fitter. I would advise like I get a buzz out of
anyone with underlying it "(participant 3, female)

issues to exercise 10
minutes a day none stop
and I guarantee it will
help a lot regarding
wellbeing. (participant 4,
Male)

Theme 5: Importance of others

For some participants people (support staff, peers, family) and family pets were a key factor

in facilitating a healthy lifestyle in different ways. For some it was about having someone to
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1
2
i do things with, such as walking the dog, going to the gym. For some it was having someone
5 . . .
6 to do things for, such as people to cook for, pets to care for. For others, it was having
7
8 someone who supported and cared for them, someone to support their own ‘self-care’ (e.g.,
9
1? cooking you a healthy meal). See example excerpts and images below:
12
13
14
15
16
17
18
19
20
21
22
23
24 ‘Harley, my cat’ “Hearty homemade soup”
25
26
27 oy . “«
28 it’s different you know My partner always
29 everybody looks at things makes me homemade soup
30 and oh that food makes to cheer me up, which is
31 you healthy and things healthy. Love through
32 . . . ,

ike that but it’s not ve ood, especially when I'm
33 like that but it t very food, especially when [
34 often you think of animals, down... Healthy food,
35 and animals they can healthy mind”
g? actually help you with (participant 2, female).
38 depression... it’s the
39 responsibility ... you’ve
40 got that responsibility to
2; actually get out of bed
43 and feed them and clean
44 up after them and things
45 like that...youve got
2? something else to care for
48 and it does give you that
49 little boost (participant 35,
50 female)
51
52
53
54 ., . . . . . .
55 Support from mental health practitioners was identified as an important factor in overcoming
56
57 a lack of confidence doing something alone, at least to get started. For example, one
58
Z g participant shared her story of how she wanted to join the gym but could never contemplate
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doing this alone. She described feeling “lucky” to receive support of her Community

Psychiatric Nurse (CPN):

“a lot of people said that about getting active again and a barrier being
worried about like taking that first step and I think it was for me, and my
CPN took me to the gym and that was like really good cos I wouldn’t have
ever, I wanted to go but I didn’t want to go on my own and just to have like
that support like not everyone has that support I think I was lucky cos my
CPN was a bit of a gym bunny” (participant 3, female)

DISCUSSION

There is limited research on what healthy lifestyles mean to people with SMI. Previous
studies have identified that an individualised approach to health is important and that people
with SMI face specific challenges that need to be overcome to adopt healthy habits. The aim
of this study was to take a participatory approach to allow participants with SMI to lead and
drive the discussions in relation to understanding what “healthy” means to them. A key
finding, reflected in the overarching theme 1, was that the participants mainly saw “healthy”
as relating to their mental well-being, but they also informed us that many activities that
focused on physical health also improved their mental well-being (e.g., going for a walk in
nature). Therefore, when promoting activities that aim to promote physical health, such as
using the gym, walking, cooking groups, it may be more engaging to also acknowledge and
promote the mental health benefits of these activities. In addition, people told us they are
highly motivated by their own past and current interests so healthy living interventions
should be flexible enough to harness individual interests, passions and capabilities, and
provide support when necessary. One novel theme that emerged was the concept of feeling
locked in a vicious cycle related to the interactions of the illness, medication and lifestyle
factors and how this can negatively impact on motivation, mood and self-care. The
relationship between low activity levels and low mood is well known (Elfrey & Ziegelstein,

2009) but this study highlighted additional factors that are prominent for people diagnosed
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with SMI, such as the effects of medication, poor sleep routines and fatigue. The correlation
between sleep problems and mental health has been established (Baglioni et al., 2011; Benca et
al., 1992) and this study suggests that for people diagnosed with SMI the sedative effects of
psychotropic medication and self-medication (caffeine and smoking) may partly explain this

relationship.

The participants also told us about some of the practical barriers they face in their daily life
due to the socio-economic impact of living with a long-term mental illness. Limited finance,
and skills and resources, experienced by participants, and for those diagnosed with SMI in
general (Macintyre et al., 2018), such as lack of money, inadequate cooking facilities and
limited skills to cook fresh meals acted as significant barriers. These barriers reflect social
inequalities (Marmot, 2010) which contribute to the poor health of people diagnosed with
SMI. These factors were all barriers to planning and carrying out activities that could
improve wellbeing. The relationships between these factors is represented in figure 1 and this
is an example of a general, nomothetic, formulation that can be used and adapted for

individuals and to design personalised interventions.

It is important to consider how to overcome the barriers identified in this study and behaviour
change approaches such as behavioural activation (Ekers et al., 2014) and implementation
intentions (Gollwitzer & Sheeran, 2006) may have a role in establishing routines and sustained
behaviour change. Self-efficacy and empowerment are also important, exemplified by how
the participants felt disempowered regarding actioning healthy choices, such as going to a
local gym without support, or raising concerns about the side effects of their psychiatric
medicines. It is widely recognised how empowerment and shared decision making should
underpin personalised approaches but some participants in our study did not experience this
in the support they received from mental health services. It is possible that visual methods

may support this through enabling people to identify and share their interests and passions,
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what is important to them and the support they need to enable a healthier lifestyle (e.g.

Sitvast &Abma (2012) ; Russinova et al. (2018).

Personalised plans that tap into past and present interests and passions and that give people a
sense of meaning, purpose and achievement will be more effective, and this is recognised
through social prescribing approaches (Friedli & Watson, 2004; NHS England, 2014) which
often includes social and peer support. There are good examples of such approaches for
people diagnosed with SMI (Fancourt & Finn, 2019) and our study also highlighted the
importance of ‘place’ as well as personally meaningful activities. These were situations
where the participants felt more at ease, for example green space and walking at night-time.
(Fancourt & Finn, 2019; Friedli & Watson, 2004; NHS England, 2014). Our study suggests there
should be more focus on places and the settings in which activities take place, as well as

types of activities. (Cabassa, Leopoldo J. & Stefancic, 2019)

Strengths of the study

A participatory research method (Photovoice) was used to empower participants to drive the
agenda regarding the specific topics to discuss. The participants worked with the researchers
over six sessions not just a single time point which allowed for relationships and trust to
develop (both between the group members and the group facilitators) and for rich

understandings of current lived experiences and meaningful issues to emerge.

Limitations of the study:

It is possible that recruitment methods, where potential participants were approached by
clinicians, may have resulted in selection bias, and possibly unequal opportunities for people
diagnosed with SMI to express an interest in the study. However, recruitment methods did
include placement of leaflets within community mental health hubs enabling people to

contact the research team directly. Also, the participation information sheet highlighted the

Journal of Psychiatric and Mental Health Nursing



Page 25 of 70

oNOYTULT D WN =

Journal of Psychiatric and Mental Health Nursing

25

use of a digital camera and taking photos of the local environment which may have encouraged
those with more of an interest in photographs to come forward, limiting participation for
those not interested in photography. However, during the project at least two participants
reported very little previous experience of taking photographs. It is possible that the
inclusion of other participants may have highlighted other issues and themes but the analysis
identified a high level of commonality across the participants, as well as previous studies
(Cabassa, L. et al., 2013; Scott & Happell, 2011) suggesting the findings have wide applicability

for people diagnosed with SMI.

Implications for Practice:

Attention to physical health and healthy lifestyles as a part of mental health care is well
established but it is vital that mental health nurses recognise the additional challenges that
people diagnosed with SMI face. Individually tailored interventions to promote physical
health should consider the multitude of challenges that they face in trying to make healthier
choices. These can include treatment factors such as medication effects and side-effects, lack
of money to access sport or buy healthy food and low mood and lack of motivation. Mental
Health Nurses are expected to undertake assessments of physical health needs (Haddad et al.,
2016) but this needs to be more than a checklist and should be a holistic assessment
performed in partnership with the person to understand their own motivators but also identify
their specific challenges. Mental health nurses are in a key position to adopt an empowering
approach where people with SMI should lead the conversation about healthy lifestyles and
what would work for them given their own unique set of circumstances. Activities advertised
as promoting health (such as walking groups) should also acknowledge the mental well-being
benefits as well. Mental health nurses should enquire about potential challenges to healthy
living and be able to assist or mitigate these issues (such as adverse effects of medication,

poor sleep routines, fatigue and difficulties with motivation, low mood and establishing a
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routine). Incorporating healthy activities in their daily lives of people diagnosed with SMI
should take account of their interests and passions, the priority they place on their mental
health, the importance of the “place” in which healthy activities take place and the need for

direct support.
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Accessible summary:

What is known on the subject?
People diagnosed with serious mental illness (SMI):

e Live 10-20 years less than the general population, and this can be related to lifestyle
factors such as poor diet and low levels of physical activity.
e Have a good understanding of what healthy lifestyle comprises of, but face barriers
and challenges related to their mental health, treatment, and life situation.
There 1s limited participatory research that considers the specific beliefs of people diagnosed
with SMI about what “being healthy” means to them.
What this paper adds to existing knowledge:
e People diagnosed with SMI value health and are often already engaged in activities
that promote both physical and mental health.
e They experience the “vicious cycle” of barriers to engage in healthier lifestyle,
including medication effects, poor sleep routines, fatigue, low mood and establishing
a routine, but this shows how healthy activities can improve their mental health.
e The importance of meaningful places and their role in supporting healthy lifestyles
was identified
e Some people diagnosed with SMI face significant socio-economic challenges (such as
lack of cooking facilities; limited money for purchasing healthy food) to supporting
healthy lifestyles.
e To truly understand the perspectives of people with SMI, who are typically voiceless

and disempowered, research methods need to allow the participants to set the agenda
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for discussion, to not only provide rich data but also have the added benefit of

empowerment and enhanced engagement.

oNOYTULT D WN =

9 What are the implications for practice?

Mental health nurses should:

14 e Explore the practical barriers to healthy lifestyle such as financial concerns and ensure

16 that people can access support to obtain what they need from the local community
resources.

21 e Instigate a mental health and/or medication review if mental health symptoms or

23 medication side effects are a barrier to healthy lifestyles

e Explore what places have meaning and consider how to use meaningful places as

28 motivating factors for healthy lifestyles and promoting mental well-being.

o ABSTRACT

Introduction: People diagnosed with serious mental illness (SMI) live 10-20 years less than
44 the general population, due in part to co-existing physical illness linked to lifestyle factors.
46 To inform individualised care plans to promote healthy lifestyles, it is important to
understand the views of people diagnosed with SMI. To truly understand their lived

51 experience, research methods should allow participants to set the agenda for discussion,

53 enhancing engagement and empowerment in the research process.

Aim: To use a participatory research approach to capture what healthy lifestyle means to

58 people who are diagnosed with SMI.
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Method: Eight people diagnosed with SMI participated in six, weekly focus groups using
Photovoice. Data were analysed using thematic analysis.

Results: The overarching theme was ‘mental health is the main priority’ and the other themes
were barriers to a healthy lifestyle, represented as a vicious cycle, and three themes which
were facilitators - the importance of place, meaningful activities and the importance of
others.

Discussion: The methodology allowed participants to choose images that reflected their lived
experience. The themes describe the interaction of physical and mental health and practical
barriers and will inform the design of individualised care plans.

Implications for Practice: In co-designing care plans, mental health nurses should draw on

peoples’ preferences and explore the barriers identified in this study.

Relevance statement

There is a significant health inequality for people diagnosed with SMI. This study used a
participatory method (Photovoice) to capture lived experience and sheds light into the
challenges they face on a day-to-day basis in the adoption of healthy lifestyles. The findings
will help inform mental health nurses how to address health promotion through individualised
conversations that identify specific barriers, being able to advocate or address some of the
barriers and work with peoples’ interests, choices and preferences in devising achievable and
meaningful goals. It is vital that mental health nurses recognise the challenges that people

diagnosed with SMI face.

INTRODUCTION
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The life expectancy of people diagnosed with serious mental illness (SMI) is approximately
10 — 20 years less than the general population (Chesney et al., 2014; Laursen, 2011). SMI
includes mental disorders such as schizophrenia-spectrum disorders, bipolar disorders and
severe major depression where there is significant functional impairment and limitation of
major life activities (Ruggeri et al., 2000). This increased mortality is due to high levels of co-
existing physical illness such as respiratory problems, cardiovascular disease, and obesity (De
Hert et al., 2011) and lifestyle and psychiatric treatment factors account for much of the
increased risk of having these illnesses. For example, people diagnosed with SMI have
higher levels of obesity (Coodin, 2001) and are often more sedentary compared with the
general population (Daumit et al., 2005). Furthermore, antipsychotic drugs are significantly
associated with weight gain (Newcomer, 2005), metabolic syndrome (Vancampfort et al., 2015)
and type 2 diabetes (Vancampfort et al., 2016).

This has led to interventions to improve the physical activity of people diagnosed with SMI,
and a review (Richardson et al., 2005) noted that regular physical exercise improved mental
health, especially secondary psychiatric symptoms of psychosis such as depression and low
self-esteem and that interventions that target specific groups and/or are tailored to individuals
are more effective. The importance of individually tailored, or personalised, interventions is
widely acknowledged in healthcare (e.g.,The NHS Long Term Plan, 2019). These interventions
should be informed by a good understanding of predisposing and precipitating factors
contributing to the problem being addressed, and perpetuating factors that maintain the
problem or are barriers to behaviour change. Individual case formulations incorporate these
components and are widely used in psychological therapy and mental health services (e.g.
Pearson, 2008; Tarrier & Calam, 2002). They are informed by psychological theory and more
effective in planning interventions than diagnosis alone (Macneil et al., 2012). Case

formulations tend to be informed by general formulations which are then adapted to account
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for the unique circumstances for the individual. A better understanding of the beliefs,
interests, values and goals of individuals, what motivates them and barriers to behaviour
change will support this individualised approach. More tailored approaches would also be
more likely to improve self-efficacy, the belief the individual has the capability to be able to
do something successfully, which is one of the most important predictors of health behaviour

change (Holloway & Watson, 2002).

There is limited research that considers the specific beliefs of people about what “being
healthy” means to them. Blanner et al. (2015) undertook interviews with people diagnosed
with SMI with the aim of understanding what they thought are the causes of physical health
issues, what types of issues they experienced and what could be done to prevent these issues.
The participants regarded physical and mental health as inseparable and identified a
significant impact of living with an SMI on their physical health, energy and motivation, and
the impact of medicines and dealing with symptoms of SMI. Blomqvist et al. (2018)
undertook 16 qualitative interviews with people with SMI in Sweden asking “how healthy
living has influenced own health, the experiences of trying to change unhealthy habits and
what helps support healthy living”. They identified a main theme of being regarded as a
“whole human being” in that physical health is an important aspect of holistic care. Other
themes identified included being able to get outdoors, importance of structure and planning
and support from significant others. These studies offer useful insights but were based on
discussions led by researchers and therefore limited to the parameters of the study. To truly
understand the perspectives of people with SMI, who are typically voiceless and
disempowered, participatory research methods that allow the participants to set the agenda
for discussion not only provide rich data but also have the added benefit of empowerment and

enhanced engagement.
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A community-based participatory research (CBPR) approach was taken using Photovoice, a
method where photographs are used as an elicitation tool for facilitating discussion and
sharing experiences. Caroline Wang and Mary Ann Burris developed Photovoice, a visual
research methodology which enables people to record and reflect on issues facing their
community and their day to day lives (Wang, C. & Burris, 1997). Photovoice encourages
critical dialogue and knowledge about issues of concern through group discussion, with the
intention to create change. Underpinning this approach is the idea that the visual image
enables people to identify and think critically about problems/issues central to their lives
more easily. Using a camera is also accessible and inclusive of those who do not read, write,
or speak the dominant language, and those living with stigmatised health conditions, such as
SMI. Photovoice is an approach which recognises that it’s the people living in those
communities who have the expertise and insight, not the professionals. Adopting such an
approach has the potential to be empowering, accessible, and inclusive of those who are often
passive subjects to health policy and practice (Wang, Caroline & Burris, 1997). Photovoice has
been used in research with people diagnosed with SMI, including Cabassa, Nicasio and Whitley
(2013) who found photovoice helped people diagnosed with SMI living in supportive housing
in the US to communicate life experiences related to their health, and to formulate solutions.
Their work led to the development and testing of a peer-led healthy lifestyle program focused
on weight loss, cardiorespiratory fitness (CRF), and cardiovascular disease (CVD) risk
reduction (Cabassa, L. J. et al., 2015). Findings indicated that peer-led group lifestyle balance
(PGLB) was not superior to usual care in helping participants achieve clinically significant
changes in weight, CRF, and CVD risk reduction (Cabassa, Leopoldo J. et al., 2021), which
emphasises the difficulties achieving positive outcomes for people diagnosed with SMI and
the importance of identifying barriers to change. By engaging them in an exploration of the

barriers and facilitators, and what a healthy life is to them, we hope the findings of this study
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will help us to understand factors that should be taken account of when designing

personalised approaches.

AIM

The aim of the study was to work in partnership with people diagnosed with SMI to
understand what healthy means to them, and the barriers and facilitators to living a healthy
lifestyle. Understanding this will help the development of personalised formulations and
interventions to improving healthy lifestyles of people diagnosed with SMI.

METHOD

Design:

A ‘community-based participatory research’ (CBPR) approach, using a focus group over six

weeks and Photovoice, to ensure a participant-led and lived experience perspective.

Sampling and recruitment of participants:

The study aimed to recruit a sample of eight participants as this is the optimum number for a
focus group (Stewart & Shamdasani, 2014) and consistent with previous photovoice studies
(Cabassa, L., Parcesepe et al., 2013). Purposive sampling was used to recruit people in receipt of
care from a community mental health team (CMHT) with serious mental health conditions
and equal numbers of males and females. Twelve “consent to contacts” were received of
which nine subsequently consented to participate. The remaining three were ineligible for the
study; two did not have a diagnosis of SMI, and the other was in hospital at the time of
completing the consent to contact form. One person who consented to participate in the
research subsequently withdrew because they moved out of the area. Eight adults, five males

and three females, aged between 31 and 53 years participated in the study.

Setting:
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A publicly funded NHS community mental health service in a provincial city in the North of
England, UK. Life expectancy for men and women living in this city is lower than the
England average (Public Health England, 2019). The wider local authority area from which

participants were recruited has an Index of Multiple Deprivation (IMD) of 54 out of 317 local

authorities in England (where 1 is the most deprived).

Recruitment:

The CMHT case managers approached potentially eligible participants on their caseloads,

gave leaflets about the study, and obtained “consent to contact” if the service user expressed
an interest in the study. Researcher (RB) then met with potential participants to talk through
the study process, and the Participant Information Sheet. Potential participants were given at

least three days to consider their participation, before giving written informed consent.

Ethical and governance approval:

The study was given a favourable opinion by a UK National Health Service (NHS) Ethics
Committee and approved by the UK Health Research Authority. The consent form and
patient information sheet made it clear that if anyone disclosed risk of harm to self or others,
the researchers would have to contact emergency or mental health services as appropriate. All
data were stored in compliance with the General Data Protection Regulations (2018) and
electronic data stored on the NHS Trust secure network drive with password protection. Data
was anonymised using pseudonyms, and potentially identifiable audio-recorded information
was anonymised where necessary during transcription. Photos in which other people could be

identified were not included and this was made clear to participants.

Photovoice Method:
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This method was crucial to the study in that it ensured a participant-led enquiry based on
lived experience. Photovoice uses photographs taken by participants as visual prompts to
facilitate discussion to communicate aspects of their lived experiences through visual images
and accompanying narratives (Minkler & Wallerstein, 2008). Rather than fitting experiences to
pre-determined questions, the active process of using participants’ photographs encourages
them to consider what is important to them (Harper, 2002; Wells et al., 2012), which is more
likely to lead to an understanding of the realities of a person’s life and feasible and effective
interventions. The photovoice procedure and the photo-sheet were adapted from guidance

provided by Amos et al. (2012).

Six weekly group sessions were conducted, each lasting approximately two hours. The first
session familiarised participants with the aims (to generate knowledge about what health
means to people diagnosed with serious mental illness) and structure of the sessions,
instruction on how to use the cameras and confidentiality issues. Participants were asked to
spend time throughout the following week taking (unlimited) digital photographs that in their

view related to a topic chosen by the group.

Each of the subsequent sessions followed the same format. Firstly, a one-to one discussion
with a group facilitator (AE, RB, ML, EH) to review the photos and selection of one
photograph by the participant that they felt best illustrated the theme of the week. This was
printed and the participant gave it a caption/title. A photo worksheet was used to help them
express why their chosen photograph was important to them (see supplementary material).
The second part of these sessions was the group session where participants presented and
talked about their chosen photograph, and what it meant to them in relation to their health and
the chosen theme. At the end of the group session, the theme for the following week’s
photographs was chosen by the participants. The final session focused on summarising all

the photographs presented, people’s narratives and associated discussions, and encouraging
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participants to reflect on their participation in the project. All the focus group sessions took
place in a city centre venue (not associated with statutory mental health services). The focus

groups were audio recorded and transcribed.

Analysis:

The photographs, notes taken at the 1:1 sessions and transcriptions of the focus groups were
analysed using thematic analysis as described by Braun & Clarke (2006; 2019) and polytextual
thematic analysis as described by Gleeson (2011; 2020). Polytextual thematic analysis
acknowledges and enables more than one type of data to be analysed. It essentially follows
the same key stages as a thematic analysis but moves between textual excerpts and images in
the early stages of familiarisation with the data and creation of basic explanatory codes. For
example, each (group) transcript and set of images was scrutinised for themes in an iterative
process that involved moving back and forward from text to images. Initially, textual excerpts
and images were scrutinised and extracts of text that were deemed noteworthy were
highlighted and qualities within the pictures were noted. The next stage was the creation of
explanatory codes (a basic unit of meaning) that could be applied to the textual excerpts and
images that conveyed the interpreted meaning. Following this stage, the data were managed
as one source (a list of codes with their associated images and text). All coded textual data
and images were then reviewed for fittingness by reviewing the text and visual data
associated with each code to ensure all the data shared the same meaning. If different extracts
of data or images differed in meaning then codes were expanded (or collapsed if different
codes had a shared meaning). Codes with similar properties were grouped into tentative
themes which were then refined and their boundaries demarcated by further scrutiny of the

images and text that had informed the themes. Finally, each theme was defined and named.

The analysis performed by researchers (RB, AE) was data driven and inductive and

discussions on the different stages of analysis involved AE, RB and ML.
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RESULTS

A total of eight people were recruited to participate in the study. On average, five
participants attended each week. One participant attended session one only due to difficulties
travelling to the group. Travel costs were provided, however issues with mental health were a
barrier. Despite this, the researchers (AE and/or RB) continued to make weekly telephone
contact, and the participant continued to take photographs and provide written notes each
week (using the photosheet provided). 29 photographs were collected out of a possible 32

(eight photographs per sessions two to five).

Five themes were identified which were important in terms of making healthy lifestyle
choices. The first in an overarching theme, which conveys what healthy meant to people
diagnosed with SMI, “Mental health is the main priority”. Barriers to a healthy lifestyle are
described in theme 2, (it’s like a vicious cycle), and factors that counteracted these challenges
and facilitated more healthy lifestyles identified in themes 3 (importance of place), 4

(meaningful activities) and 5 (importance of others), see figure 1.

(insert figure 1 here)

Theme 1: “Mental health is the main priority”.

“Mental health is the main priority” underpinned all other themes. Mental health was their
main focus, what mattered most to them and almost a taken for granted aspect of what
healthy meant to them. Participants did not talk about physical and mental health as two
separate concepts. Their main preoccupation and motivation was to be mentally well but they

also recognised that many things that improve physical health (good diet, fresh air and
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exercise, reducing smoking and caffeine) also improved their mental health. When describing

what healthy meant to them, participants described it as “feeling complete”; “feeling full”;

99, ¢

“normal”; “being busy”’; “finishing my goals”. It therefore included subjective wellbeing

such as feeling “normal” and a behavioural element -achieving goals and being occupied,

EE 1Y

which helped them feel healthy (more “capable”, “complete” and “busy”).

“it’s about being stable really about being you know kind of complete innit
you know...it’s kind of full really you know like you ve got this going on
here that going on there ... there’s loads of words I could think of like
progress and being stable and being happy and things like that but to be
complete to me it’s about finishing my goals really” (participant 7, male)

Here is an example of a personally meaningful activity for one participant:

Doing things:

I’ve just started this model.
Nothing I enjoy more than
modelling. I'm interested in
WW?2. I feel so much better
when I’'m doing things
(participant 7, male)

Theme 2: “It’s like a vicious cycle”
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Participants identified factors associated with living with a serious mental illness which
served as significant barriers to making healthier lifestyle choices. It was clear that these
factors could at times compound each other and become a vicious cycle. An example of this,
shown in figure 2, is the experience of side effects of psychotropic medication such as weight
gain, disturbed sleep and fatigue. This, together with self-medication such as caffeine and
smoking, leads to difficulties planning, establishing a routine and self-care, leading to
difficulties engaging in meaningful activities and low mood. Social isolation and limited

finances also contribute to the negative cycle.

(insert figure 2 here)

There was a lot of discussion around medication for mental health and co-morbid health
issues. Participants readily acknowledged the need for psychotropic medication, but also
described how the side effects negatively impacted their lives in several ways, most

commonly weight gain:

«“

“eating the right food on medication is hard...you get hungry, you're
always wanting to eat and its awful medication sometimes, and I don’t
know how they haven’t found a medication that doesn’t actually make you

feel hungry....”

(participant 2, female)

“on medication you put weight on. I have to be careful what I eat, so that’s
why I'm eating salads and following traffic lights on food packaging”

(participant 1, male)
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The medication left some participants feeling tired and two commented on needing to adapt
the time they took their medication to ensure they woke on time to attend and function in the
focus group (which started at 11am). Difficulty sleeping, including waking during the night,
was common. One participant described how this often resulted in drinking coffee and
smoking excessively during the night, which negatively impacted on their motivation and

plans for the following day:

“I have a lot of trouble sleeping, I like get 2 to 3 hours a night and I'm just
up and down....I was supposed to go to meeting yesterday with [xxx] and I
Jjust stayed in..... If I keep waking up I'll have a cigarette, you 're laid in bed
and you know you’re not going to get back to sleep so you think I may as
well get up and have a cig, have a cup of tea/ coffee, and it’s the same thing
round and round” (participant 6, male)

Despite the negative aspects of medication, participants also recognised the benefits, so the
challenge was finding the right balance of positive versus negative effects but there was a
reluctance to challenge professionals on their medication regimen. One participant described
the challenges of taking multiple medications for coexisting mental and physical health
problems, including mood fluctuations, tiredness, and confusion about how to best manage a

complex prescription:

“Some medications say eat an
hour before food, some say eat
with food, some say take on an

empty stomach. So they give it to
me in a dosette box, when I pop
them into my hand I don’t know

which tablets which. I'm on
about 17 tablets in a

morning...they re supposed to

help with your mental health but

I’'m on that many I get tired and |
don’t know what the word is...
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ragged, and if I don’t take them
at the right times I’'m not
supposed to take any of
them....they tell me to miss and
start again the next day..... that’s
why I call it half full, half empty,
I can only get a balance of what
1 thinks right...it’s very
confusing at times” (participant
8, male)

“Half full, half empty”

Living alone and the financial constraints that some people with serious mental illness
experience also impacted on making healthy choices. One participant described cooking for
one as “more difficult”, another described how fresh food is expensive and more likely to be

wasted if you live alone:

“I live on my own, I like to buy fresh food (but) it goes off and it’s
expensive to just throw stuff away” (participant 3, female)

Participants described how living alone reduced their motivation to cook a meal, healthy or

otherwise.

“cos I live by myself you tend to cook less when you’re by yourself than you
are when you’ve got someone there, that’s why I like it when my daughter
comes down so I can make her somet so I'll have something along with her,
so in other words she tends to help me eat cos otherwise, [ wouldn’t I
wouldn’t eat properly” (participant 5, female)

Financial constraints also meant some participants were less able to cook a meal due to

having no cooker:
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I’'ve never had a cooker since I moved in cos I couldn’t exactly afford one;
I've got a microwave and things like that but it’s not the same as a cooker
where you can make meals on a cooker, you can’t do the same in a
microwave. You re limited to what you can actually cook and I was just
tending to eat junk food and that all the time (participant 5, female)

For some participants living alone, feeling less motivated to cook, and having a limited

budget resulted in frequent use of fast food from cheap local takeaways:
“when I'm like alright then I'll probably only have like one [takeaway] a
week but there was one week where I had like four, I was just like I can’t be
bothered to cook and I was just too much effort”. Free delivery or 50p

extra, 200 yards away — still get it delivered...don’t need to leave the
house” (participant 3, female)

when you start totalling it up all your healthy stuff and all that what you’re
buying it’s easier to buy fast food sometimes (participant 8, male)

Participants discussed ways of addressing and overcoming many of the issues that hindered
healthier choices, and these examples could help inform tailored interventions to support

health behaviour change for people diagnosed with SMI.

Theme 3: Importance of place

The importance of “place” came up repeatedly in the discussions. Spending time in favourite
places including spaces in their own home, local parks, historical sites, cathedrals, churches
resulted in positive thoughts, feelings, experiences, and tapped into good memories. Most of
the participants chose to visit their favourite places to take the photographs for the study.
Two female participants chose home as their meaningful place; one participant took a photo
of a space in her home with a reclining chair situated away from the TV. This was an indoor

private space where she would go and close her eyes and relax. She described how she rarely
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goes out, so for her ‘healthy’ meant relaxing at home in her chair with her cat, see excerpt

below:

Peaceful

1 like to sit in his chair to
relax —it calms me down
when I’'m anxious.”
(participant 5, female)”

Others described visiting outdoor places because they were interesting, and/or for relaxation.
For example, one participant photographed his favourite historical site and described his

interest in the site, and how he perceives his interest to be healthy:

“it’s just my favourite place and when I think about things like that it quite
interesting to think about it so I guess that’s quite healthy isn’t it”

Another participant chose to photograph a caravan and fishery site. He described how visiting
the caravan site gave him “a good health feeling”. He described eating healthier, exercising

more (walking the dog), and sleeping better because of the fresh air when at the site.

Theme 4: Meaningful activities:

Participants discussed various activities which gave them a sense of achievement and

enjoyment and served to facilitate feeling healthy. For example, cooking (cooking for others,
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being cooked for), walking with others or alone at night. One female participant described

how walking at night was more pleasurable as it felt more leisurely and less pressured (she

oNOYTULT D WN =

had nowhere to be), for her the pleasure outweighed the risks. Other activities included

10 fishing, listening to music, drawing, exercise, and attending the weekly photovoice group.

13 One participant took a photograph of his own artwork alongside a speaker and described how
the photograph not only captured his hobbies, but also how he gauged his mental health in

18 relation to his hobbies:

35 ‘My art work’

39 “one of the drawings that I’ve done and a speaker for music because I
love music, it always makes me feel better...sometimes I don’t hear it cos
I'm concentrating on the drawing but every so often it will click in and
43 I’ll hear it so, so if [ can make myself draw I'm really happy because I'm
44 doing two things that I love like drawing and listening to music like and |
think er, I can tell when I'm feeling worse because I won’t draw so I'm
happiest when I can draw like. Cos if I try and draw when I’'m not right

48 well it always turns out rubbish” (Participant 6, male)

>4 During the week when the theme was ‘food’, two of the participants brought along

photographs which captured food, however the accompanying narratives revealed more about
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how the associated activity i.e., food shopping and cooking a meal, enabled a sense of

achievement and purpose:

‘Signature dish — my pan of dumplings’

‘It’s very important to have nice food’

“it’s one of only things |
can make and get right
every time... my wife
generally cooks but if |
could cook more it would
more than likely help me
relax, like you say with
the drawing, it draws you
away from your feelings,
cos you re focusing on
that, like I have music on
when I’'m messing about
doing that, but maybe |
could I'd like to do it
longer ... if we invite them
[family] to dinner they
always say I hope its
dumplings, that’s all they
say if they know they re
coming to our house...
yeah because they all
compliment me on them so
you feel, it lifts you, you
feel good” (Participant 8,
male)

“a photo of my kitchen
cupboard cos ['ve got lots
and lots of food in it erm 1

think it’s very important
you 've got nice food to

eat... tells you that I'm

capable... obviously
you 've got to be capable
and know what you 're
cooking to go out to shop
and get your own
shopping and fetch it back
and cook it yourself
anyway” (Participant 7,
male)
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Activities involving the gym were described as difficult due to fatigue and lack of confidence

by most of the participants, and one participant described how he chose to exercise at home.

oNOYTULT D WN =

Where physical exercise was clearly the focus of the photograph (see below), the narrative
10 also described how exercise helped their mental health through giving them “something to

do” helping them “feel more confident and happier” and feeling more energised:

29 Gym equipment At the gym

Doing my exercises makes “I like going to the gym
35 me feel better. My whole because it keeps me
36 day can change after a healthy but it like helps my
37 workout. I feel get more mental health as well cos it
energy and feel more gives me something to do
20 confident, happier and and it makes me feel good,
41 fitter. I would advise like I get a buzz out of
42 anyone with underlying it "(participant 3, female)
issues to exercise 10
45 minutes a day none stop
46 and I guarantee it will
47 help a lot regarding
wellbeing. (participant 4,
Male)

54 Theme 5: Importance of others

57 For some participants people (support staff, peers, family) and family pets were a key factor

in facilitating a healthy lifestyle in different ways. For some it was about having someone to

Journal of Psychiatric and Mental Health Nursing



oNOYTULT D WN =

Journal of Psychiatric and Mental Health Nursing

do things with, such as walking the dog, going to the gym. For some it was having someone

to do things for, such as people to cook for, pets to care for. For others, it was having

someone who supported and cared for them, someone to support their own ‘self-care’ (e.g.,

cooking you a healthy meal). See example excerpts and images below:

‘Harley, my cat’

“Hearty homemade soup”

“it’s different you know
everybody looks at things
and oh that food makes
you healthy and things
like that but it’s not very
often you think of animals,
and animals they can
actually help you with
depression... it’s the
responsibility ... you’ve
got that responsibility to
actually get out of bed
and feed them and clean
up after them and things
like that...youve got
something else to care for
and it does give you that
little boost (participant 35,
female)

“My partner always
makes me homemade soup
to cheer me up, which is
healthy. Love through
food, especially when ['m
down... Healthy food,
healthy mind”
(participant 2, female).

Support from mental health practitioners was identified as an important factor in overcoming

a lack of confidence doing something alone, at least to get started. For example, one

participant shared her story of how she wanted to join the gym but could never contemplate
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1
2
i doing this alone. She described feeling “lucky” to receive support of her Community
5 ..
6 Psychiatric Nurse (CPN):
7
8
9 “a lot of people said that about getting active again and a barrier being
10 worried about like taking that first step and I think it was for me, and my
:; CPN took me to the gym and that was like really good cos I wouldn’t have
13 ever, I wanted to go but I didn’t want to go on my own and just to have like
14 that support like not everyone has that support I think I was lucky cos my
15 CPN was a bit of a gym bunny” (participant 3, female)
16
17
12 DISCUSSION
20
21 There 1s limited research on what healthy lifestyles mean to people with SMI. Previous
22
;i studies have identified that an individualised approach to health is important and that people
25
26 with SMI face specific challenges that need to be overcome to adopt healthy habits. The aim
27
28 of this study was to take a participatory approach to allow participants with SMI to lead and
29
g? drive the discussions in relation to understanding what “healthy” means to them. A key
32
33 finding, reflected in the overarching theme 1, was that the participants mainly saw “healthy”
34
35 as relating to their mental well-being, but they also informed us that many activities that
36
;73 focused on physical health also improved their mental well-being (e.g., going for a walk in
ig nature). Therefore, when promoting activities that aim to promote physical health, such as
41
42 using the gym, walking, cooking groups, it may be more engaging to also acknowledge and
43
44 promote the mental health benefits of these activities. In addition, people told us they are
45
2? highly motivated by their own past and current interests so healthy living interventions
48
49 should be flexible enough to harness individual interests, passions and capabilities, and
50
51 provide support when necessary. One novel theme that emerged was the concept of feeling
52
gi locked in a vicious cycle related to the interactions of the illness, medication and lifestyle
55
56 factors and how this can negatively impact on motivation, mood and self-care. The
57
58 relationship between low activity levels and low mood is well known (Elfrey & Ziegelstein,
59
60 2009) but this study highlighted additional factors that are prominent for people diagnosed
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with SMI, such as the effects of medication, poor sleep routines and fatigue. The correlation
between sleep problems and mental health has been established (Baglioni et al., 2011; Benca et
al., 1992) and this study suggests that for people diagnosed with SMI the sedative effects of
psychotropic medication and self-medication (caffeine and smoking) may partly explain this

relationship.

The participants also told us about some of the practical barriers they face in their daily life
due to the socio-economic impact of living with a long-term mental illness. Limited finance,
and skills and resources, experienced by participants, and for those diagnosed with SMI in
general (Macintyre et al., 2018), such as lack of money, inadequate cooking facilities and
limited skills to cook fresh meals acted as significant barriers. These barriers reflect social
inequalities (Marmot, 2010) which contribute to the poor health of people diagnosed with
SMI. These factors were all barriers to planning and carrying out activities that could
improve wellbeing. The relationships between these factors is represented in figure 1 and this
is an example of a general, nomothetic, formulation that can be used and adapted for

individuals and to design personalised interventions.

It is important to consider how to overcome the barriers identified in this study and behaviour
change approaches such as behavioural activation (Ekers et al., 2014) and implementation
intentions (Gollwitzer & Sheeran, 2006) may have a role in establishing routines and sustained
behaviour change. Self-efficacy and empowerment are also important, exemplified by how
the participants felt disesmpowered regarding actioning healthy choices, such as going to a
local gym without support, or raising concerns about the side effects of their psychiatric
medicines. It is widely recognised how empowerment and shared decision making should
underpin personalised approaches but some participants in our study did not experience this
in the support they received from mental health services. It is possible that visual methods

may support this through enabling people to identify and share their interests and passions,
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what is important to them and the support they need to enable a healthier lifestyle (e.g.

Sitvast &Abma (2012) ; Russinova et al. (2018).

Personalised plans that tap into past and present interests and passions and that give people a
sense of meaning, purpose and achievement will be more effective, and this is recognised
through social prescribing approaches (Friedli & Watson, 2004; NHS England, 2014) which
often includes social and peer support. There are good examples of such approaches for
people diagnosed with SMI (Fancourt & Finn, 2019) and our study also highlighted the
importance of ‘place’ as well as personally meaningful activities. These were situations
where the participants felt more at ease, for example green space and walking at night-time.
(Fancourt & Finn, 2019; Friedli & Watson, 2004; NHS England, 2014). Our study suggests there
should be more focus on places and the settings in which activities take place, as well as

types of activities. (Cabassa, Leopoldo J. & Stefancic, 2019)

Strengths of the study

A participatory research method (Photovoice) was used to empower participants to drive the
agenda regarding the specific topics to discuss. The participants worked with the researchers
over six sessions not just a single time point which allowed for relationships and trust to
develop (both between the group members and the group facilitators) and for rich

understandings of current lived experiences and meaningful issues to emerge.

Limitations of the study:

It is possible that recruitment methods, where potential participants were approached by
clinicians, may have resulted in selection bias, and possibly unequal opportunities for people
diagnosed with SMI to express an interest in the study. However, recruitment methods did
include placement of leaflets within community mental health hubs enabling people to

contact the research team directly. Also, the participation information sheet highlighted the
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use of a digital camera and taking photos of the local environment which may have encouraged
those with more of an interest in photographs to come forward, limiting participation for
those not interested in photography. However, during the project at least two participants
reported very little previous experience of taking photographs. It is possible that the
inclusion of other participants may have highlighted other issues and themes but the analysis
identified a high level of commonality across the participants, as well as previous studies
(Cabassa, L. et al., 2013; Scott & Happell, 2011) suggesting the findings have wide applicability

for people diagnosed with SMI.

Implications for Practice:

Attention to physical health and healthy lifestyles as a part of mental health care is well
established but it is vital that mental health nurses recognise the additional challenges that
people diagnosed with SMI face. Individually tailored interventions to promote physical
health should consider the multitude of challenges that they face in trying to make healthier
choices. These can include treatment factors such as medication effects and side-effects, lack
of money to access sport or buy healthy food and low mood and lack of motivation. Mental
Health Nurses are expected to undertake assessments of physical health needs (Haddad et al.,
2016) but this needs to be more than a checklist and should be a holistic assessment
performed in partnership with the person to understand their own motivators but also identify
their specific challenges. Mental health nurses are in a key position to adopt an empowering
approach where people with SMI should lead the conversation about healthy lifestyles and
what would work for them given their own unique set of circumstances. Activities advertised
as promoting health (such as walking groups) should also acknowledge the mental well-being
benefits as well. Mental health nurses should enquire about potential challenges to healthy
living and be able to assist or mitigate these issues (such as adverse effects of medication,

poor sleep routines, fatigue and difficulties with motivation, low mood and establishing a
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routine). Incorporating healthy activities in their daily lives of people diagnosed with SMI
should take account of their interests and passions, the priority they place on their mental
health, the importance of the “place” in which healthy activities take place and the need for

direct support.
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9 Figure 1: "It's like a vicious cycle"
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