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Thesis Abstract
This thesis aims to further develop our understanding of what it is like
to live with, and manage, a diagnosis of Bipolar disorder.

Paper one presents a thematic synthesis of 13 qualitative research
studies exploring people’s experiences of living with the symptoms and
diagnostic label, published between 2010 and 2019. Each of the 13 studies
were critically appraised before results were synthesised. The findings are
discussed with particular consideration of the implications for clinical
practice. Recommendations for future research, including methods of

improving the quality of research in this area, are presented.

Paper two presents an empirical study exploring men’s experiences of
managing mood symptoms. Photo-elicitation methods were used to guide
semi-structured interviews, and Interpretative Phenomenological Analysis
was used to analyse the resulting transcripts. Four super-ordinate themes
were identified: (1) ‘managing symptoms: living with the enemy’ (2) ‘we’re
managing more than mood episodes’ (3) ‘managing goes beyond a list of
strategies’ and (4) ‘medication is a necessary evil'. Particular attention is
again paid to the clinical implications of the findings.

Paper three is an executive summary of the empirical paper. It has
been written to be accessible by practitioners and service users alike and is
intended to support the dissemination of findings to study participants and

supporting organisations.
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Paper One: Literature Review

What is it like to live with the symptoms and diagnostic label of Bipolar
disorder? A thematic synthesis of qualitative literature

Target Journal
Clinical Psychology & Psychotherapy (Author Guidelines, Appendix A).

Note: aspects of this paper’s formatting do not conform to target journal
guidelines in order to support its readability for the purpose of thesis

submission (and to meet thesis specifications).
Word Count
7998.
Institutional Affiliation

This literature review was carried out as part of the requirements for the
Professional Doctorate in Clinical Psychology (DClinPsy) at Staffordshire
University, UK.

Conflicts of Interest
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Abstract

This paper aims to provide a comprehensive review of recent
qualitative literature on the experience of living with Bipolar disorder and
consider the possible implications for clinical practice and future research. A
systematic literature search was conducted using MEDLINE, CINAHL,
PsychArticles, PsychINFO, Scopus, and ScienceDirect. 13 papers were
included in the final analysis. These papers were critically appraised, and the
findings were thematically synthesised. Three key analytic themes are
presented (1) ‘Bipolar is omnipresent’ (2) ‘Bipolar is not all bad news (for
everyone)’ and (3) ‘diagnosis may bring context and temporary relief (but not
solutions)’. A fourth, “feeling well’ is a double-edged sword’, is presented as
an underlying theme. During discussion of the findings, particular attention is
given to the discrepancies between the pervasive experiential impact of
Bipolar and the current focus of psychological interventions on relapse
prevention and symptom reduction. The clinical implications are considered,
particularly regarding the potential for recovery-focused approaches in
Bipolar, and the role of clinical psychologists. Recommendations for areas of
future research, as well as ways to improve the scope and quality of

research in this area, are also presented.
Key Practitioner Message

e Living with Bipolar means living with a label that brings stigma,
demands a new way of living, and may be repeatedly accepted,
questioned, then rejected.

e It means living with a label and symptoms that disrupt one’s sense of
self and force questions about the veracity of one’s experiences.

o Positive aspects of Bipolar are also reported, though these typically
oppose the aims of intervention.

e Practitioners should be mindful that the impact of Bipolar is not
confined to episodes of mood disturbance.

e Practitioners should also consider the impact of overlooking the wider
aspects of living with Bipolar; whether their role should extend beyond
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a focus on relapse prevention and symptom reduction, and whether
these are indeed the meaningful goals of service users.

Keywords: Bipolar Disorder, Qualitative, Experience, Thematic Synthesis,

Review

10
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Introduction
Background

Bipolar disorder (Bipolar) is a chronic mental health condition; those
diagnosed experience periods of depressed and elevated moods,
accompanied by respective decreases and increases in energy levels. These
episodes are typically followed by euthymia i.e. periods of neutral mood
(Goodwin & Jamison, 2007). Bipolar Type 1 (Bipolar-I) may be diagnosed
following at least one episode of mania; an elevated mood state which can
include psychotic features such as hearing voices. Bipolar Type 2 (Bipolar-II)
is diagnosed based on the experience of at least one episode of depression,
and one episode of hypomania; a less severe form of elevated mood state
(American Psychiatric Association [APA], 2013).

In 2011, the direct cost of Bipolar to the UK’s National Health Service
(NHS) was estimated to be £342million (Young, Rigney, Shaw, Emmas, &
Thompson, 2011) though previous estimates of the wider socio-economic
costs were around £2billion (Das Gupta & Guest, 2002). Whilst there is no
single trajectory for living with Bipolar, a prospective study found that, on
average, people with Bipolar-l experience at least sub-syndromal mood
symptoms 47% of the time (Judd et al., 2002). In a later study, those with
Bipolar-Il reported experiencing such symptoms 54% of the time (Judd et al.,
2003). It has also been estimated that approximately 25% of people
diagnosed with Bipolar attempt suicide, and that they account for up to 14%
of all suicide deaths globally (Schaffer et al., 2015).

National Institute for Health and Care Excellence (NICE) guidelines
recommend a range of pharmacological treatments for managing acute
periods of mania, hypomania, and depression, as well as for long-term
management. It is recommended that 1:1 psychological interventions are
also offered for managing periods of depression, as well as 1:1, group, or
family interventions for relapse prevention (NICE, 2014). However,
medication non-adherence is common (Jawad, Watson, Haddad, Talbot, &
McAllister-Williams, 2018). Furthermore, strong evidential support is lacking

for psychological interventions, with recent reviews indicating the quality of

11
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research is often poor, the reported effectiveness of interventions is highly
varied, and any treatment effects are specific to discrete outcomes
(Chatterton et al., 2017; Miziou et al., 2015; Oud et al., 2016). For example,
Miziou et al. (2015) reported very limited support for the efficacy of
psychological interventions in Bipolar beyond psychoeducation in relapse
prevention; though even these treatment effects were limited to a subsection
of participants for manic episodes specifically. Oud et al. (2016) suggested
more optimistic findings including moderate-quality evidence for reductions of
both manic and depressive relapses following 1:1 intervention. However,
conclusions regarding other forms of intervention were limited by low

evidence quality.

Proudfoot et al. (2009) highlight the need to explore the lived
experiences of those diagnosed with Bipolar, to more fully understand the
difficulties they face; difficulties which may complicate adherence to
treatment and efforts to manage symptoms. Indeed, qualitative research has
highlighted the ways in which life with a diagnosis of Bipolar can be
extremely disruptive, not only to one’s own life (e.g. Inder et al., 2008) but to
the lives of those around them (e.g. Granek, Danan, Bersudksy, & Osher,
2016). A recent review of the literature exploring distress in Bipolar
highlighted a number of sources of distress including uncertainty, loss, and
the diagnosis itself (Warwick, Mansell, Porter, & Tai, 2019).

It is acknowledged that there have been numerous criticisms
regarding the reliability and validity of psychiatric diagnoses including Bipolar
(Bentall, 2003; Kinderman, 2014; Moncrieff, 2008; Timimi, 2014). However,
this review is interested in the personal accounts of those who experience
symptoms associated with Bipolar and have received a diagnosis,
irrespective of whether Bipolar ‘exists’ per se. The use of psychiatric terms
such as ‘symptoms’ and ‘mood states’ is therefore for pragmatic purposes,
reflecting the language used in the studies of interest.

Rationale for Review

A previous meta-study reviewed qualitative literature exploring

people’s experiences of Bipolar symptoms and living with the label (Russell

12
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& Moss, 2013a). The authors reviewed nine research papers published from
1991 — 2009; commenting on the dearth of research in this area and
recommending further studies be undertaken. A cursory literature search

identified numerous subsequent studies have been published.
Aim

This literature review aims to provide a synthesis of people’'s
experiences of living with Bipolar as reported in theses and journal articles

published since 2010. It aims to answer the research question: ‘What is it like

to live with the symptoms and diagnostic label of Bipolar?’

It is hoped that updating the Russell and Moss (2013a) review will offer new
insights into the experience of living with Bipolar, and that such insights may
be relevant and meaningful to practitioners supporting those with a Bipolar
diagnosis. For example, considering the currently limited evidence for the
efficacy of psychological interventions, a greater understanding of what it
means to live with the symptoms and label of Bipolar may indicate ways to

adapt interventions.

This review will also consider the extent to which recent studies have
complemented the literature base and highlight key considerations for future

study.
Method
Scoping Searches

A preliminary search of the Cochrane Library was undertaken to
identify whether any existing systematic reviews had been published since
2013, and to therefore ensure that this literature review would be
complementing the literature base. Review articles were also included in the
primary search strategy to further ensure that comparable reviews had not
been undertaken in this timeframe. No such reviews were identified. Through
a process of hand searching, one meta-synthesis was identified as similar at
face value (Walsh, Corcoran, Crooks, Cooke, & Cummings, 2016). However,
Walsh et al. (2016) did not update the review by Russell & Moss (2013a).

Rather, their scope was to review published and unpublished studies

13
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conducted in the USA exclusively; searching databases for papers available
before October 2014. In light of these criteria, only six papers included in
their review were published after 2009. The focus of Walsh et al.’s (2016)
review was also broader; including studies which explored management of

bipolar symptoms.

It was therefore concluded that the proposed review, updating the
work of Russell & Moss (2013a), would indeed complement the literature
base. Of note, due to the differences in scope and search criteria, only one
paper included in the review by Walsh et al. (2016) was also included here
(Freedberg, 2011).

Search Strategy

This literature review followed a systematic search strategy, guided by
the SPIDER framework tool (Cooke et al.,, 2012) as well as the strategies
reported in published reviews (Russell & Moss, 2013a; Warwick, Mansell,
Porter, & Tai, 2019). Search terms were divided into two categories: ‘Bipolar’
and ‘Qualitative’. To delineate between them, the Boolean operator ‘AND’
was employed. The Boolean operator ‘OR’ was also used within each
category to capture all variations. The final search terms were agreed
through consultation with a systematic review advisor at Staffordshire

University:

(“Bipolar Disorder” OR “Bipolar Affective Disorder” OR “Bipolar Spectrum
Disorder” OR “Manic Depress*”) AND (“Liv* Experience® OR “Liv* With” OR

Qualitative)

An electronic literature search was conducted using MEDLINE,
CINAHL, PsychArticles, PsychINFO, Scopus, and ScienceDirect. Searches
of the first four databases were facilitated via EBSCOhost. Terms were
searched in the titles, abstracts, and keywords of articles to ensure that all
relevant papers were collated. Truncation was used where multiple variations
of phrases was anticipated e.g. “manic depress* was used to capture
variations including ‘manic depression’ and ‘manic depressive’. Qualitative
search terms relating to specific approaches such as “grounded theory” were
explored during subsequent scoping exercises though revealed no new

14
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studies. Adhering to the search criteria, limiters were set, where applicable,
to include studies published from 2010-2019; academic journal articles and
dissertations; and studies with adult populations published in English.

Search Criteria

The search criteria, discussed and agreed during research
supervision, were adapted from those outlined by Russell & Moss (2013a):

Inclusion criteria

e The paper uses a qualitative research design.

e The study’s primary aim, or focus of the results, is on the experience
of living with Bipolar by individuals who have received a diagnosis.

e The paper contains first-person accounts from such individuals i.e.
there are quotations discussing the experience of living with the
Bipolar label and/or symptoms.

e The paper is published in English (due to limited resources associated
with undertaking a doctoral student project).

e The study is based on an adult population.

Exclusion criteria

e Data from participants with Bipolar is not analysed separately from
those without a Bipolar diagnosis, including spouses, clinicians, family
members, or those with other primary mental health diagnoses e.g.
Borderline  personality disorder (BPD), Schizophrenia, or
Schizoaffective disorder.

e Experiences of living with Bipolar are confined to a specific area of life
or functioning e.g. parenting, employment, or self-management.

e The study focuses specifically on participants diagnosed less than six
months previously.

e The study is based on observational data only e.g. autobiographies or

blogs.

15
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e The paper focuses on participants who identify themselves as having
recovered from Bipolar and are therefore providing retrospective

accounts.
Study Selection

Initially, MEDLINE, CINAHL, PsychArticles, SCOPUS, and
ScienceDirect databases were searched in April 2019, returning 1526
papers. All search results were exported to a reference management tool
(RefWorks) where 328 duplicates were automatically removed. The
remaining 1198 studies were screened using a two-step process of selection
(Aveyard, Payne, & Preston, 2016). In step one, a total of 1159 studies were
removed when screened at the title and abstract level. The most common
reason for exclusion was ‘irrelevant topic’ (n=988), such as prevalence rates
of Bipolar in older adults (Porciuncula et al., 2017). Many studies were
excluded due to their focus on a specific domain of life or functioning (n=55),
including experiences of the menopause (Perich, Ussher, & Parton, 2017).
Another main reason for exclusion was first-person accounts not coming
from those with the Bipolar diagnosis (n=23), such as parents of children
diagnosed with Bipolar (Crowe et al., 2011).

In step two, the remaining 39 studies were screened at full-text level,
and a further 25 studies were removed. The most common reason for
exclusion was Bipolar participant’s data not being analysed separately from
others (n=9), including those with a BPD diagnosis (Bonnington & Rose,
2014).

A selection of the full-text papers was reviewed by the author’s
research supervisor as a method of checking reliability, and any
discrepancies were resolved through discussion. However, no statistics were

used in order to calculate inter-rater reliability.

A supplementary search of PsychINFO, undertaken in June 2019,
returned no new eligible studies. An overview of the screening process is

shown in Figure 1.

16
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Records Records identified via
identified via CINAHL database
MEDLINE (excluding MEDLINE
database results)
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database database database
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328 duplicates automatically removed via RefWorks

A\

Records excluded (n=1,159):

Records after duplicates automatically
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A 4

Records screened by title and abstract
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Y

Records screened by full text (n=39)

\ 4

Irrelevant topic (n=988)

Experience of a specific domain of life or functioning (n=55)
Manually identified duplicates (n=47)
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Publication type (14)
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Records excluded (n=657):
Title and abstract:

Irrelevant topic (n=557)

Manually identified duplicates (n=70)
Experience of a specific domain of life
or functioning (n=13)

First-person accounts of

\ 4

\4

Eligible studies
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\4

Records excluded (n=25):

BD participant data notanalysed separately from other MH
diagnoses (n=9)
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No qualitative method used (n=3)
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Focus on participants diagnosed <6
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Figure 1.

v

Studies initially included in the
thematic synthesis

(n=0) + (n=14) =14

Records excluded (n=1):

Experience confined to a
specific domain of life or

4

A 4

functioning (n=1)

Studies included in the final synthesis
and review

(n=14) - (n=1) =13

Flowchart of study identification process
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Results
Search Results

14 studies were initially shortlisted for inclusion in the review.
However, one was later removed during the thematic synthesis process,
prompted by its extremely limited impact on the synthesis (Rusner, Carlsson,
Brunt, & Nystrom, 2010). It was subsequently re-reviewed and deemed too

specific to an area of life or functioning.

Of the studies included in the final analysis, four primarily explored
‘symptoms’ (Fletcher, Parker, & Manicavasager, 2013; Mortensen, Vinberg,
Mortensen, Jorgensen, Eberhard, 2015; Russell & Moss, 2013b; Samalin et
al., 2014), three primarily explored ‘living with the label’ (Delmas, Proudfoot,
Parker, & Manicavasagar, 2011; Goldberg, 2012; Michalak et al., 2011) and
six explored both (Crowe et al., 2012; Fernandez, Breen, & Simpson, 2014;
Freedberg, 2011; Goldberg, 2019; Inder et al., 2010; Lobban, Taylor,
Murrary, & Jones, 2012).

Studies primarily exploring ‘symptoms’ focused on experiences of
hypomania in Bipolar-Il (Fletcher et al., 2013), quality of life (QoL) during
mixed states (Mortensen et al., 2015), positive states in Bipolar (Russell &
Moss, 2013b) and residual symptoms (Samalin et al., 2014). Studies
focusing on ‘living with the label’ explored how patients and families adjust to
the diagnosis (Delmas et al., 2011), patients’ initial reactions to the diagnosis
(Goldberg, 2012) and internalized stigma (Michalak et al., 2011). Of the
remaining studies, three broadly explored the impact of Bipolar on the lives
of those diagnosed (Crowe et al., 2012; Freedberg, 2011; Inder et al., 2010),
one explored the positives of Bipolar (Lobban et al., 2012), one explored
women’s experiences of loss and recovery (Fernandez et al., 2014) and one
focused on the definitional boundaries between ‘normal’ and ‘abnormal’
experiences (Goldberg, 2019). A summary of the 13 studies, and their
findings, is provided (Appendix B).
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Study Characteristics
Qualitative approach

A range of qualitative approaches were used including Thematic
Analysis (TA) (n=4), Interpretative Phenomenological Analysis (IPA) (n=3),
the Constant Comparison Method (CCM) (n=1), and a Discourse Theoretical
Approach (n=1). The remaining studies (n=4) utilised various
phenomenological and hermeneutic approaches.

Country of study

The studies were conducted across numerous countries: Australia
(n=3), the USA (n=3), New Zealand (n=2), the UK (n=2), Canada (n=1)
Denmark (n=1), and France (n=1).

Details of participant demographics

Participants’ age at interview was reported clearly in all but one study
(Inder et al., 2010). However, only seven studies reported the length of time
since participants were diagnosed (Delmas et al., 2011; Fernandez et al.,
2014; Fletcher et al., 2013; Freedberg, 2011; Goldberg, 2012, 2019;
Mortensen et al., 2015). As mentioned, the review excluded studies where
participants were exclusively diagnosed less than six months previously.
There was no evidence that the remaining studies focused exclusively on
those diagnosed less than six months previously; they were thus included to
avoid undue exclusion of (likely) relevant papers.

Participants’ gender was clearly reported in 12 studies, however for
Inder et al’s (2010) study, this information was identified elsewhere
(Warwick et al., 2019). In total, there were 120 female participants compared
to 51 males. It was less common for studies to report other demographic
details such as relationship status or educational histories. For example, only
five studies provided clear, explicit details of participants’ ethnicities
(Freedberg, 2011; Goldberg, 2012, 2019; Michalak et al., 2011; Russell &
Moss, 2013b). The information available from these studies indicates that
just 9/50 participants were from black & minority ethnic (BME) backgrounds.

19
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Critical Appraisal of Study Quality

Criteria from the Critical Appraisal Skills Program (CASP, 2018)
‘Qualitative Checklist’ were used to structure the evaluation of study quality
(Appendix C). However, papers were not excluded on the basis of their
quality ratings. The CASP was selected to facilitate a structured approach to
the evaluation of papers as in previous qualitative syntheses (e.g. Piccenna,
Lannin, Gruen, Pattuwage, & Bragge, 2016; Satink et al., 2013; Warwick et
al., 2019).

Summary of study quality

A summary of the CASP ratings for each study is provided (Appendix
D). The following text provides a more detailed and transparent overview of
the quality appraisal process and context for the ratings. All studies were
deemed to appropriately use a qualitative approach in the context of a clear
statement of aims, satisfying the CASP’s screening criteria.

Appropriateness of specific qualitative methodology. Though
none of the papers described the use of an inappropriate methodology, just
five provided a clear justification for their chosen approach (Freedberg, 2011;
Goldberg, 2012, 2019; Lobban et al., 2012; Michalak et al., 2011).

Recruitment strategy. The recruitment strategy in four studies was
deemed likely to have led to bias. This was due to participants being
recruited from just one arm of a Randomised-Controlled Trial (RCT) (Crowe
et al.,, 2012), as well as reliance on participants being known to either the
researcher’s doctoral classmates (Goldberg, 2012, 2019), or the researchers
themselves (Samalin et al., 2014). It was not possible to tell whether the
recruitment strategy in one study was appropriate due to a lack of
explanation for why two participants without an existing Bipolar diagnosis
were included (Lobban et al., 2012).

Only two studies had exclusion criteria relating to other primary mental
health diagnoses (Fletcher et al., 2013; Inder et al., 2010). Participants’
mood state at interview was considered in just six studies, with highly
variable levels of detail provided (Fernandez et al., 2014; Fletcher et al.,

20
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2013; Freedberg, 2011; Michalak et al., 2011; Morternsen et al., 2015;
Samalin et al., 2014). For example, only two studies used formal measures
to assess for depressive and manic symptoms for the purpose of screening
appropriate participants (Fernandez et al., 2014; Freedberg, 2011). Fletcher
et al. (2013) and Michalak et al. (2011) also formally assessed participants’
mood state, however this was not for inclusion purposes. Fletcher et al.
(2013) reported study participants were euthymic, hypomanic, depressed, or
experiencing mixed states. It is not possible to determine the extent to which
these varying mood states may have impacted upon participant responses.

Only five studies clearly report specific Bipolar diagnoses (Fernandez
et al., 2014; Fletcher et al., 2013; Lobban et al., 2012; Michalak et al., 2011;
Samalin et al., 2014) though Fernandez et al. (2014) and Samalin et al.
(2014) do not detail whether these diagnoses were confirmed or self-
reported. Of the remaining studies, four indicated an existing (unspecified)
Bipolar diagnosis was confirmed (Crowe et al., 2012; Delmas et al., 2011;
Mortensen et al., 2015; Russell & Moss, 2013b).

Data collection. 10 studies used interviews to collect data, however
example interview questions were often omitted (Delmas et al., 2011;
Fernandez et al., 2014; Inder et al., 2010; Russell & Moss, 2013b). One
study used transcribed therapy session notes (Inder et al., 2010), one used
interviews and focus groups (Michalak et al., 2011) and one used focus
groups exclusively (Samalin et al., 2014).

Of the four TA studies, only one reported data was collected until
saturation was reached (Samalin et al., 2014). However, Michalak et al.
(2011) reported using purposive sampling to capture the experiences of
more male participants and those with a Bipolar-1l diagnosis. The one CCM
study reported collecting data until theoretical saturation was reached
(Fernandez et al., 2014).

Explicitly  detailed information about the development of
questionnaires and topic guides was present in only five studies (Fernandez
et al., 2014, Fletcher et al., 2013; Freedberg, 2011; Mortensen et al., 2015;
Samalin et al., 2014). Delmas et al. (2011) explained that an initial pilot of the
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interview was undertaken with four people with a Bipolar diagnosis and that
adjustments were made according to their feedback. However, details about
the feedback that was received, and subsequent changes that were made,
was omitted. Similarly, Russell & Moss (2013b) state that consultations with
a self-help group convenor aided the development of their interview
schedule. Absence of these details limits the trustworthiness of the remaining
studies (Yardley, 2000).

Six studies provided some details of the data collection setting, all of
which were deemed appropriate (Fernandez et al., 2014; Fletcher et al.,
2013; Freedberg, 2011; Lobban et al., 2012; Michalak et al., 2011; Russell &
Moss, 2013b). Nine studies provided details about the length of interviews
and/or focus groups, indicating that they were appropriate. However, three
studies provided no such information (Crowe et al., 2012; Inder et al., 2010;
Mortensen et al., 2015). Whilst Delmas et al. (2011) state that interviews
lasted between 19-98 minutes, the authors do not clarify the average

duration, so it is unclear how many interviews were as short as 19 minutes.

Researcher’s role. Only two studies provided detailed critical
examination of the researcher’'s role (Freedberg, 2011; Russell & Moss,
2013b), with the best example offered by Freedberg (2011). The author
outlines how her professional nursing background influenced the specific
research question; describes previous clinical experiences which may have
influenced the process of data collection and analysis; and detailed how a
reflexive journal was used to maintain efforts to bracket presuppositions and
beliefs.

Lobban et al. (2012) were the only other authors to outline existing
beliefs or expectations. However, they also state that the interviewer
informed participants of their own Bipolar diagnosis, though further

reflections about this are not offered, which limits the quality rating.

Whilst nine studies reported the use of more than one researcher in
data analysis, descriptions of reflexivity processes were varied (Crowe et al.,
2012; Delmas et al., 2012; Fernandez et al., 2014; Inder et al., 2010; Lobban
et al., 2012; Michalak et al., 2011; Mortensen et al., 2015; Russell & Moss,
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2013b; Samalin et al., 2014;). For example, Inder et al. (2010) simply stated
that two researchers undertook the analysis, with no reference to
divergences or how they may have been resolved. Mortensen et al. (2015),
however, state that the authors discussed all methodological steps (including
interactions between interviewers and interviewees) and also reference the

resolution tool that was used during the analytic process.

It is unclear whether Goldberg’'s (2012, 2019) data was analysed by
multiple researchers. The author does acknowledge the hermeneutic position
that one cannot remove themselves from the analysis and states a social
constructionist epistemological approach. However, no critical examination of
this position is provided, and no reference is made to other efforts to

maintain reflexivity.

Though not the only study to omit such critical examination, it is a key
limitation of Inder et al.’s (2010) study as this was the only study to collect
data from recorded therapy sessions which is considered a uniquely different

context.

Ethical considerations. Nine studies confirmed that ethical approval
was sought. Three simply did not state whether ethical approval was sought
(Fletcher et al., 2013; Inder et al., 2010; Russell & Moss, 2013b) and one
reported ethical approval was not required due to legislation in Denmark at
the time (Mortensen et al., 2015).

Nine studies reported obtaining informed consent. Three reported
obtaining ‘consent’ or ‘written consent’ (Michalak et al., 2011; Mortensen et
al., 2015; Russell & Moss, 2013b) and one failed to detail whether consent
was obtained (Fletcher et al., 2013). 12 studies detailed attempts to ensure
participants’ anonymity by using methods such as pseudonyms or
identification numbers. Only one study (Fletcher et al., 2013) made no
reference to anonymity. Three studies also made reference to, or provided
details of, how data was stored securely throughout the study (Crowe et al.,
2012; Freedberg, 2011; Mortensen et al., 2015).

Consideration for participants’ emotional wellbeing was discussed in
only two studies beyond screening for major mood symptoms (Fernandez et
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al., 2014; Freedberg, 2011). Lobban et al. (2012) failed to discuss the
possible implications of two participants without a Bipolar diagnosis being
told they meet the diagnostic criteria (for the purpose of the study), which

limits the quality rating.

Data analysis. The most in-depth description of the analysis process
was provided by Freedberg (2011), including a thorough step-by-step
account supported by a summary figure, as well as samples of transcript

data used to illustrate how meaning units were condensed into themes.

The robustness of four studies was limited by their failure to provide
enough detail about the analytic process itself e.g. a step-by-step account
(Delmas et al., 2011; Goldberg, 2012, 2019; Lobban et al., 2012), relying
instead on referencing the original paper detailing the approach, or
describing the philosophical underpinnings of it. Whilst similarly lacking step-
by-step accounts, two studies did provide summary tables illustrating how
clusters or super-ordinate themes were derived from lower ordinate themes,
as well as providing relevant transcript excerpts (Fletcher et al., 2013;
Russell & Moss, 2013b).

11 studies provided transparent evidence for the interpretation and
analysis of data by providing verbatim accounts of sufficient length to support
the themes identified by the authors. However, three of them failed to provide
any information detailing which quotes related to which participants
(Fernandez et al., 2013; Inder et al., 2010; Samalin et al., 2014). This makes
it difficult to appreciate how representative the supporting evidence is of the
sample. One study provided very limited support for their findings, with two of
the three main themes not supported by verbatim accounts (Delmas et al.,
2011). The remaining study provided four lengthy quotes in the appendix
section; however, the identified themes lacked much evidence beyond
quotations of particular words or phrases used by participants (Mortensen et
al., 2015).

Of the studies using IPA (n=3) only one reported findings indicative of
the individual meaning-making of participants (Russell & Moss, 2013b). Such
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personal sense-making was similarly reported in the hermeneutic approach
adopted by Goldberg (2012, 2019).

Clear statement of findings. 11 studies provided a clear and explicit
discussion of their findings; linking them back to the original research
question(s) as well as placing them in the context of the study’s limitations
(Crowe et al., 2012; Delmas et al., 2011; Fernandez et al., 2014; Fletcher et
al., 2013; Freedberg, 2011; Goldberg, 2012, 2019; Lobban et al., 2012;
Michalak et al., 2011; Mortensen et al., 2015; Russell & Moss, 2013b).

Samalin et al. (2014) related their findings to the original research
question, however consideration of the study’s limitations was extremely
brief. This therefore limits the quality rating in light of the potentially biased
sample. Similarly, Inder et al. (2010) clearly stated their findings in relation to

the research question, but with little consideration of the study’s limitations.

Is the research valuable? 10 studies indicated the value of their
findings by presenting and discussing them in the context of existing
research related to Bipolar, other mental health diagnoses, and/or chronic
health conditions. The remaining studies instead discussed their findings
primarily in the context of psychological theory and social commentary
(Goldberg 2012, 2019; Russell & Moss, 2013b).

Nine studies considered the clinical implications of their findings
(Delmas et al.,, 2011; Fernandez et al., 2014; Fletcher et al., 2013;
Freedberg, 2011; Inder et al., 2010; Lobban et al., 2012; Michalak et al.,
2011; Russell & Moss, 2013b; Samalin et al., 2014), however only one
referenced specific policy and guidelines (Samalin et al., 2014). Future
research suggestions were made by just five studies (Fernandez et al., 2014;
Fletcher et al., 2013; Freedberg, 2011; Lobban et al., 2012; Russell & Moss,
2013b).

Though Delmas et al. (2011) did consider their findings in the context
of research literature and psychological theory, as well as detailing clinical
implications of their findings, it is noted that the depth of these considerations
was limited. The value of the research is also limited by the lack of rigour in
the data analysis itself. Similarly, the value of other papers was limited by the
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potentially biased sampling methods used (Crowe et al., 2012; Goldberg,
2012, 2019; Samalin et al., 2014) and uncertainty about the appropriateness
of the data collection method (Inder et al., 2010).

Data Synthesis

Thematic synthesis, outlined by Thomas & Harden (2008), was
considered the most appropriate method for the purpose of this review. The

process involved the following steps:

e Data from the ‘results’ and/or ‘findings’ sections of all articles were
read and re-read to maximise familiarity with findings. Where
applicable, data was also read and re-read from appendices providing
supplementary quotes.

e Papers were entered into qualitative data analysis software (NVivo) to
support the generation of line-by-line codes. Participant quotes and
author interpretations were coded as ‘first order’ and ‘second order’,
respectively.

e Codes were compared across papers to check for consistency. They
were then grouped by shared meaning to develop initial descriptive
themes.

e Initial descriptive themes were then further refined into analytic

themes with the aim of answering the specific research question.

As mentioned, many of the studies failed to provide a clear and critical
examination of the relationship between researchers and participants, and a
clear statement of reflexivity. Following the guidance of Thomas & Harden
(2008) allowed for mitigation against the limitations of this. Author
interpretations were coded separately from those based on first-person
accounts; it could therefore be confirmed that no themes were exclusively
derived from the interpretations of study authors.

Themes

Three key analytical themes are presented, with a fourth theme
underlying them. The first key analytical theme, ‘Bipolar is omnipresent’,

encompasses four sub-themes. This is outlined diagrammatically in Figure 2.

26



PICTURES SPEAK A THOUSAND WORDS

Bipolar is

Omnipresent

Side
effects

Constant
questioning
of the self

Loss, sacrifice,
and surrender

‘Feeling
well’ is a
double-
edged sword

It’s not all Diagnosis may
bad news bring context and
(for temporary relief

(but not

everyone) )
solutions)

Figure 2. Model of themes — ‘Living with Bipolar’

Theme 1. Bipolar is omnipresent. The main theme highlights the
pervasive impact of Bipolar, and that it is not restricted to periods of elevated
or depressed mood. Only Samalin et al. (2014) asked participants explicitly
about symptoms persisting beyond major mood episodes which impact
functioning. However, all studies discussed impacts of living with Bipolar that
extend beyond episodes, including stigma, continual self-questioning, loss,
and side effects of medication. General disruptions to personal relationships

and occupational functioning were also commonly reported.

Taken together, this paints a picture of Bipolar as omnipresent in the
minds and lives of many participants. Though described below as discrete
sub-themes, these areas are likely to overlap considerably in the daily lives
of participants.
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Subtheme 1.1. Constant questioning of the self. Continual
questioning and re-evaluating of past and present experiences was reflected
in most of the studies as a result of receiving the diagnosis. For many, a
difficulty trusting oneself, and the authenticity of their experiences, seems to
be central to life with Bipolar. The ongoing questioning of present

experiences is summarised well by this author: “...participants began to
struggle with determining if their positive experiences consisted of ‘true’
positive feelings or the feared pathological symptoms... participants started
questioning all their emotional experiences” (Goldberg, 2019, p. 10). Even
when not questioning themselves, some experience inquisition from friends

and family.

For some, ongoing questions are directed at the diagnosis itself;
whether it was correct in the first place, or still relevant years later. For
others, the diagnosis becomes fused with their sense of self, at times as a
result of others’ responses: “In contrast to somatic illnesses that you may
have, several participants felt that mental disorders are often seen by others
as something you are. You are a ‘manic depressive’...” (Mortensen et al.,
2015, p. 196).

Subtheme 1.2. Loss, sacrifice, and surrender. Though explored
most directly by Fernandez et al. (2014), most studies described experiences
of loss. The impacts were wide-ranging, including feeling a loss of control
and autonomy over one’s life; of occupation and educational opportunities; of
relationships; of predictability in their lives and of trust in themselves.

Though the word loss was often used by study authors and
participants alike, this does not seem to fully capture the experiences
described. ‘Sacrifice’ and ‘surrender’ seem appropriate adjuncts to reflect the
way in which not all losses are passive, but are the consequences of difficult
choices participants felt forced to make, and can sometimes feel like ‘giving
in’. Active attempts to control mood symptoms, or to provide some stability,
often come at a cost. Descriptions of such costs included a restricted sense
of freedom and autonomy; restricted social circles and engagement;
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avoidance of intimate relationships; and disconnection from enjoyable

activities.

Subtheme 1.3. Stigma. Stigma, including self-stigmatization, was
commonly identified in the studies. At times self-stigma reflected participants’
internalized views about the diagnostic label as meaning inadequacy,
dangerousness, and ‘being crazy’. However, it also appeared to be related to
feelings of guilt and shame when participants reflected on their actions
during mood episodes (particularly mania). Some participants spoke of
judicious disclosure’ whereby they would strategically limit those they told
about their diagnosis. However, the nature of the mood symptoms can mean
this decision is taken away from some people.

Subtheme 1.4. Side effects. Side effects of medication were also
discussed in a few of the studies, capturing a range of physical symptoms
including altered perceptions of taste, weight gain and increased hunger, hair
loss, reduced libido, and cognitive impairments. The most consistently
reported side effect was that of emotional blunting or disconnection. This is
of particular interest given that accounts of the positives of Bipolar include a
richer experience of life through the breadth of mood experiences.

Theme 2. Bipolar is not all bad news (for everyone). Despite the
multitude of negative impacts, some participants experienced positives too.
Lobban et al. (2012) studied this most directly, however most studies
referenced positive aspects. The vast majority related to the ‘highs’ (i.e.
hypomania and/or mania) and there was considerable descriptive overlap
between these states. Indeed, at times it was unclear whether participants
were reflecting on one state or the other. However, there were reports of
both states initially bringing fun, joy, and a sense of feeling limitless. As such,
they were described as having ego-syntonic qualities i.e. consistent with

one’s self-image and goals.

However, benefits extending beyond this were considered by
participants in some studies. Such benefits related to the combination of
experiencing the ‘highs’ and the ‘lows’, as well as benefits of depressed
states specifically. Participants identifying such benefits expressed that the
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breadth of mood experiences in Bipolar led to experiencing life more richly
and that this could facilitate connection and empathy with others, creative
pursuits, and self-understanding.

Theme 3. Diagnosis may bring context and temporary relief (but
not solutions). Authors of a few studies summarised that their participants’
journey to receiving the diagnosis was often not straightforward; typified by
multiple other diagnoses being applied and over-turned.

Most papers discussed initial reactions to receiving the diagnosis.
Broadly speaking, initial reactions were either that the diagnosis was
coherent with previous experience and viewed as helpful, or it was a threat
signifying that everything would now be different. Participants and authors
described how the diagnosis sometimes fit with participants’ previous
experiences and helped to make sense of them. The diagnosis for these
participants confirmed a tacit recognition that ‘something was going on’,
which could be validating. For others, the diagnosis was a shock and
signified ceaseless change. Participants viewed themselves in that moment
as ‘being Bipolar’ rather than hearing that they ‘had Bipolar’. This was

associated with a view of themselves as not being ‘normal’.

In the longer-term, acceptance does not appear to be a passive or
definitive process. Though it may allow some to contextualise difficult past
experiences, the diagnosis also proposes a new framework for future life.
Unfortunately, this framework appears to be poorly defined. For many, the
experience of navigating life after diagnosis is typified by limited and
conflicting information about Bipolar, as well as feeling misunderstood and
unsupported by clinicians and loved ones alike. All the while, oscillations
between acceptance and rejection of the diagnosis are influenced by
changes in mood state.

Theme 4. ‘Feeling well’ is a double-edged sword. The paradoxical
nature of ‘feeling well’ was found to underlie the other themes. Elevated
moods were the most commonly identified positive in Bipolar, however they
(and euthymia) may undermine trust and acceptance of the diagnosis, as

well as fuelling self-questioning and doubt. Positive or non-aversive
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experiences can be difficult to reconcile with the concept of a ‘mental illness.’
During periods of euthymia, there is also space for feelings of guilt and
shame to emerge which facilitate the process of self-stigmatisation.

Though benefits of Bipolar were not strictly limited to elevated moods,
descriptions of depression were generally ego-dystonic; it was an abnormal
and unwanted facet of the self. For most, depression brings with it isolation,
pain, and feelings of worthlessness. Participants and study authors
described how periods of ‘feeling well’ are, by contrast, desirable. These
states may offer respite and a welcomed break from long periods of

depression.

Descriptions of early help-seeking, and the process of receiving a
diagnosis, suggest that hypomanic and manic experiences were not always
recognized by participants and often went unreported. Even after receiving
the diagnosis, what constitutes hypomania or mania is not always clearly
understood. As such, periods of ‘feeling well’ can lead to a state of constant

questioning.

‘Feeling well’ is also identified explicitly as a barrier to interventions.
Whilst hypomania and mania may lead to feeling too good’ to need help,
periods of euthymia may signal that the diagnosis is just no longer relevant.
The responses of others may play a role in reinforcing the idea that
‘everything is fine’ during these times. The social desirability of hypomania is

described well by these authors: “...participants believed friends and

J

colleagues... viewed them as ‘being in a good mood’, ‘funny’, ‘energetic’ or

‘more productive than usual” (Fletcher et al., 2013, p. 462).
Discussion

In this review, 13 qualitative studies were critically appraised and
thematically synthesised to answer the question: ‘what is it like to live with
the symptoms and diagnostic label of Bipolar?’

The key themes illustrate how ‘living with Bipolar’ means living with a
label that can bring external and internal stigma; that can be initially
validating but offers little certainty for long-term solutions; that can be more
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easily reconciled with past experiences but creates uncertainty in the present
and for the future; and can continually disrupt one’s sense of self. It also
means living with mood states which encourage oscillations between
acceptance and rejection of the diagnosis and treatment. Mood states can
also lead to significant loss, and maintaining stability often necessitates
continued sacrifice. For some, Bipolar brings positives too. Primarily, this is
the euphoria that can be experienced in elevated mood states, though for
others the full breadth of the emotional spectrum can lead to life feeling

richer and more meaningful.

Underlying all of this appears to be the nature of ‘feeling well’ as a
double-edged sword. Whilst elevated moods constitute the majority of
positively reported experiences, they are also identified as barriers to
continued acceptance of the diagnosis (as well as help-seeking and
treatment adherence) and lead to unintended consequences in the longer-
term. Similar findings have been reported in mixed-methods research
investigating nonadherence in Schizophrenia and Bipolar (Gibson, Brand,
Burt, Boden, & Benson, 2013). Though not exclusively positive experiences,
elevated moods are often described as being initially ego-syntonic. This
appears to create a unique challenge to one’s sense of self in Bipolar, as it is
hard to view seemingly value-consistent behaviour as symptomatic. For
some, this leads to rejection of the label, or at least the notion of needing
support. The obstructive nature of ego-syntonicity has been acknowledged in
other mental health presentations, perhaps most notably in Anorexia
Nervosa (e.g. Gregertsen, Mandy, & Serpell, 2017). Periods of euthymia are
similarly difficult to reconcile with the notion of a ‘mental illness’ and can
undermine faith in the diagnosis. Euthymia can also lead to reflections on
previous ‘episodes’ and induce shame and guilt; perpetuating the experience
of stigmatisation.

The findings highlight that the impact of Bipolar is not experienced as
cyclical, but rather its presence can be felt at all times. Michalak, Yatham, &
Lam (2005) similarly concluded that QoL can be impaired in those with a
Bipolar diagnosis even outside of major mood episodes. However, many
QoL and health-related QoL measures focus primarily on psychosocial

32



PICTURES SPEAK A THOUSAND WORDS

functioning, and the authors note that the absence of Bipolar-specific
measures may limit their findings by failing to capture the uniqueness of the
Bipolar experience. This review highlights key experiential aspects of living
with Bipolar, such as stigma and continued self-questioning, which go
beyond psychosocial functioning. Indeed, these findings (from a number of
studies worldwide) support the inclusion of related items in a proposed
Bipolar-specific measure which was developed, in part, by interviews with a
limited sample of people with Bipolar in Canada and the USA (Michalak &
Murray, 2010).

Consistent with Russell & Moss (2013a) many studies spoke of loss.
Loss, such as that of autonomy and social connection, has also been
discussed elsewhere as central to distress in Bipolar (Warwick et al., 2019).
However, the thematic synthesis process in this review highlighted how
many losses were secondary to difficult choices made by participants;
indicating that conceptualising these experiences simply as loss may be
reductive, and that acknowledging sacrifice and surrender may be more
appropriate. Perhaps acceptance of such sacrifice is important in the longer-
term; it has been suggested that a ‘good life’ with Bipolar requires accepting

some dependence to promote empowerment (Rusner et al., 2010).

The findings also indicate that living with Bipolar can encompass a
wider range of positive experiences than are reflected in the individual
studies and go beyond those related to elevated moods as reported
previously (Russell & Moss, 2013a). This supports more recent mixed-
methods research suggesting that over 60% of participants with Bipolar, and
over 20% with Major Depression, identified advantages including greater
empathy and a deeper appreciation of living (Parker, Paterson, Fletcher,
Blanch, & Graham, 2012).

The review findings indicate discrepancies between the aims of
current psychological interventions and the experience of living with Bipolar.
Outcome measures for Bipolar typically focus on relapse prevention and
symptom reduction (e.g. Colom et al., 2009; Lam et al., 2000; Lam, Hayward,
Watkins, Wright, & Sham, 2005; Lobban et al., 2010; Morriss et al., 2016). By
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definition, the aim is to therefore increase periods of euthymia. The
underlying theme of this review indicates that euthymia can facilitate a
questioning of the diagnosis and increase ambivalence towards future help-
seeking. It can also provide space for reflections on previous mood episodes,
inducing powerful feelings of shame and guilt, leading to self-stigmatisation.

It is important not to deny the benefits of reducing the incidence and
magnitude of mood symptoms, but also to highlight how exclusive focus on
these goals may be reductive. The implicit message of this focus is that
‘everything is fine’ when one is not experiencing a major mood episode. This
is incongruent with the pervasive nature of the impact of Bipolar as described
here, as well as how service users with Bipolar have described recovery to
be about more than the absence of symptoms (Todd, Jones, & Lobban,
2012). For some, this may also be difficult to reconcile with their experience
that unique benefits of Bipolar are fostered by the breadth of mood states.
Similarly, the most commonly reported side effect of medication was
emotional blunting and disconnection; a behavioural adverse event (BAE)
often cited as a result of medications commonly prescribed for Bipolar
(Szmulewicz et al., 2016). This also indicates discrepancies between what
medications can currently offer and what may be of most importance or value

to service users.
Implications for Clinical Practice

Practitioners working with people diagnosed with Bipolar may want to
consider more recovery-focused approaches. These have been described as
representing a move away from traditional care models (Davidson, 2005;
Department of Health, 2001; Jacob, 2015). Unfortunately, obfuscation of the
term recovery, in this context, is common due to connotations of remedy or
cure (Davidson, O’Connell, Tondora, Styron, & Kangas, 2006; Roberts &
Wolfson, 2004). Indeed, within the Bipolar literature, studies focusing on
experiences of ‘recovery’ have defined the term by absence of relapse (e.g.
Mansell, Powell, Pedley, Thomas, & Jones, 2010). However, a key guiding
principle, relevant to the presented findings, is that hope of living a
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meaningful life is emphasised for those facing enduring symptoms (Jacob,
2015; Repper & Perkins, 2003).

A pilot RCT found a significant improvement in personal recovery, as
well as reduced relapse rates, for people with Bipolar undergoing recovery-
focused CBT (Jones et al., 2015). However, a recent meta-analysis of
longitudinal recovery in serious mental illness (including Bipolar) reported
recovery-focused interventions had only modest effects on outcomes such
as hope and empowerment (Thomas, Despeaux, Drapalski, & Bennett,
2017). As such, though evidence for recovery approaches is emerging, its
efficacy in Bipolar remains unclear. In the interim, this may therefore present
an opportunity for practitioners to flexibly explore recovery approaches and
begin developing practice-based evidence.

In light of the complex experiential factors associated with living with
Bipolar, clinical psychologists’ skills in developing formulations to support
decision-making (Division of Clinical Psychology [DCP], 2010) may be
particularly valuable to service users. They may also play an important role in
supervision, for example, supporting colleagues to maintain a strong
therapeutic alliance with service users. This can facilitate acceptance of the
diagnosis and improve traditional clinical outcomes (Crowe, Wilson, & Inder,
2011). It is likely that acceptance of the diagnosis, or at least of the
difficulties they have continued to experience and what this means for them
as an individual, would be important if supporting service users in recovery-
focused approaches too (Spandler & Stickley, 2011).

For practitioners, it is worth remembering how, for service users,
problems do not necessarily cease upon remission of major mood
symptoms. It is worth also considering how an exclusive focus upon relapse
prevention and symptom reduction may be experienced by those who do not

consider this their priority in living with Bipolar.
Limitations

Though dissertations and theses were included where available, no
further systematic searches of ‘grey literature’ databases were undertaken. It
is therefore not possible to examine the extent that these findings were
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influenced by publication bias. However, this decision was made to facilitate
a deeper exploration of the included studies at the expense of possible
breadth. It is also noted that an exhaustive inclusion of literature is not

necessary for thematic synthesis (Thomas & Harden, 2008).

In addition, most of the short-listing process to find suitable studies, as
well as the subsequent data extraction, coding, and thematic synthesis was
undertaken by one author. This therefore increases the chances of the
findings being unduly influenced by author subjectivity. It is hoped that the
level of transparency provided about the review process helps to address
this.

Future Research

To improve the quality of research in this area, future studies should
report a greater range of sociodemographic details about participants, as
well as clinical information such as specific Bipolar diagnosis and co-morbid
mental health diagnoses. From the available information, it appears that
participants from BME backgrounds are under-represented. Efforts should
therefore be made to increase ethnic representation and give voice to a
wider range of experiences. Similarly, male participants remain under-
represented in this area. In total, 70% of participants were female. In nine
studies, 25% or fewer participants were male, despite gender equal
prevalence rates of Bipolar being widely reported (Diflorio & Jones, 2010).

Particularly for studies focusing on the impact of the Bipolar label,
researchers should consider stricter exclusion criteria relating to co-morbid
diagnoses such as Schizophrenia or BPD, as it remains unclear the extent to
which living with other psychiatric labels may influence the data. Greater
transparency and critical reflection of researchers’ role is also paramount for
future studies. This should include a clear statement of the researcher’s
interest in the area, relevant personal or clinical experiences (within the
boundaries of anonymity and confidentiality) as well as expectations about
study findings.

Beyond clinicians working towards practice-based evidence, it would
be valuable for future research to continue evaluating the feasibility,
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acceptability, and efficacy of recovery interventions on a larger scale. This is
particularly relevant given that recovery-oriented healthcare policy is already
markedly ahead of the evidence (Slade et al., 2015) and recovery in Bipolar
has been paid relatively little attention (Jones, Mulligan, Higginson, Dunn, &
Morrison, 2013; Tse et al., 2014).
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Author(s) Data Collection
(Year) Title Study Sample Key Themes Key
. Strengths/Limitations
Country Data Analysis
Inder, Crowe, Joyce, “I really don't Participants | (N=15) Recorded Therapy Experiencing the Key Strength(s):
Moor, Carter, & Luty know whether it Sessions Symptoms i )
is still there”: Age Range Not Reported ) ) , Only sf[udy 'DCIL.Jdmg .
(2010) Ambivalent Thematic Analysis Making Sense of the exclusion criteria relating
= — Boyatzis (1998) Symptoms to other formal mental
New Zealand acceptance of | Gender Female (N=12) ,
a diagnosis of Male (N=3)* Experionc health diagnoses.
bipolar disorder Xperiencing Kev Limitati .
Bipolar Type | Not Reported Treatment ey Limitation(s):

*as reported in
Warwick et al.
(2019)

Unclear how collecting
data through therapy
sessions over 18-month
period may have affected
the results.

No specific demographic
details provided for those
interviewed for their
qualitative paper.
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Delmas, Proudfoot, Recoding past | Participants | With Bipolar Semi-Structured 1. Misdiagnosis & Key Limitation(s):
Parker, & experiences: A (N=17) Interviews Growing Awareness . .
Manicavasagar qualitative Age Range | 26-62 Years 2. Accepting the Insufficient detail about
study of how Phengmenology Diagnosis the process of data
(2011) patients and Gender Female (N=15) | and Lived 3. Factors That May analysis.
Australia family members Male (N=2) El)g)r?\g(\?vrl)cri ] Have Facilitated an Very limited support for
adjust to the Earlier Acceptance findings (i.e. few verbatim
; ; ; Todres & Holloway
d!agn08|§ of Bipolar Type | Not Reported (2004) accounts from
bipolar disorder participants)
Freedberg Living with Participants (N=8) Semi-Structured 1. Diagnosis Brings Key Strength(s):
bipolar Interviews Understanding ) o
(2011) disorder: A Age Range | 19-43 Years , Accompanied by Most detailed description
United States qualitative Phenomenological Irevocable Change of the data analysis
investigation Gender Female (N=7) | Approach —based 2. Finding Effective process.
Male (N=1) ~ | on Lindseth & Treatment is an Most detailed critical
Norberg (2004) Interminable Process ot
) s X X examination of the role of
Bipolar Type | Not Reported 3. Blpolar DlsorQer is the the researcher.
Third Partner in Every
Relationship Most thorough
4. Caring for Oneself is consideration of ethical
as Important as issues including the
Receiving Formal wellbeing of participants.
Treatment
Michalak,Livingston, ‘It's something | | Participants | (N=32) Interviews and 1. Stigma Key Strength(s):
Hole, Suto, Hale & manage but it Focus Groups a. Expectations & . .
Haddock is not who | Age Range | Not Reported o Experiences Used purposive sampling
am’: (Mean Age 41.1 | Descriptive b. Sense of Self/identity | Methods during
(2011) Reflections on Years) Qualitative c. Judicious Disclosure | 'écruitment to increase
Canada internalized Methods - _ d. Moving Beyond representatl_on of males
stigma in Gender Female (N=20) | Sandelowski Internalized Stigma and those with Bipolar-1l.

individuals with
bipolar disorder

Male (N=12)

(2000; 2010)
including Thematic
Analysis (Braun &
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Bipolar Type | Bipolar-l (N=25) | Clark, 2006)
Bipolar-Il (N=7)
Crowe, Inder, Carlyle, | Feeling out of Participants | (N=21) Interviews 1. Feeling Out of Control | Key Limitation(s):
Wilson, Whitehead, control: A . . a. Feeling Overwhelmed . .
Panckhurst, O'Brien, & | qualitative Age Range | 22-71Years | Ihematic Analysis b. Loss of Autonomy All participants recruited
Joyce analysis of the — Boyatzis (1998) c. Feeling Flawed from one arm of an RCT.
impact of Female (N=16) Likely to lead to bias.
(2012) bipolar disorder | Gender Male (N=5)
New Zealand Bipolar Type | Not Reported
Goldberg Becoming the Participants | (N=6) Interviews 1. Being Labelled Key Strength(s):
denigrated . 2. Prior Negation of .
(2012) other: Group Age Range |39 -55Years | Hermeneutic Bipolar Diagnosis Provided a clear
United States relations Approach — justification for specific
perspectives on | Gender Female (N=5) ?;g;)n;(e;';;?gr& methodology.
![rougall)irsoalgtrlons Male (N 1) (1989) Key leltatlon(S):
disorder Bipolar Type | Not Reported All recruited participants
diagnosis known to researcher’s

doctoral researcher’s
classmates. Likely to lead
to bias.

Insufficient detail about
the process of data
analysis.
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66

Lobban, Taylor, Bipolar disorder | Participants | (N=10) Semi-Structured 1. Direct Positive Effects | Key Strength(s):
Murrary & Jones is a two-edged Interviews of Bipolar on Everyday .
sword: A Age Range | 24-57 Years Experiences Provided a clear
(2012) qualitative Interpretative 2. Lucky to Be Bipolar justification for specific
- - study to Gender Female (N=4) Phenomenological 3. Relationship Between | methodology.
United Kingdom Male (N=6 Analysis — Smith, Self and Bipol -
understand the ale ( ) Jarman. & Ee and Bipolar Key Limitation(s):
positive edge ' xperiences
Bipolar Type | Bipolar-I (N=6) Osbourne (1999) Insufficient detail about
Bipolar-Il (N=4) the Iprqcess of data
analysis.
Acknowledges
interviewer’s own Bipolar
diagnosis though offers no
further reflections on this
in the write-up.
Fletcher, Parker, & A qualitative Participants | (N=13) Semi-Structured 1. Hypomania Ascent Key Strength(s):
Manicavasagar investigation of Interviews Beliefs Provided multiol
hypomania and | Age Range | 22-63 Years _ 2. Hypomania Descent roviaed muitiple _
(2013) depression in Interpretative Beliefs sociodemographic details
; - Phenomenological ; relating to participants in
Australia bipolar Il Female (N=7) Analvaia Qh 3. Beliefs About ho S
disorder Gender Male (N=6) | na ysr']S 2 Smith, Depression € sample
arman, 4. The Impact of Strict inclusion criteria to
Bipolar Type | Bipolar-I (N=0) | Osbourn (1999); Chronicity ensure sample included
Binolar-Il Smith & Osbourn amp :
Ipotar (2003) only participants with
(N=13) Bipolar-II.
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Russell & Moss
(2013)
United Kingdom

High and
happy?
Exploring the
experience of
positive states
of mind in
people who
have been
given a
diagnosis of
bipolar disorder

Participants

Age Range

Gender

Bipolar Type

(N=4)

Late 30s — Early
60s

Female (N=3)
Male (N=1)

Not Reported

Semi-Structured
Interviews

Interpretative
Phenomenological
Analysis — Smith,
Flowers, & Larking
(2009)

Conceptual Fuzziness:

What is ‘Happiness’?
Is it being ‘High?
Rejecting the Ferris
Wheel idea of
‘Happiness’ and
Welcoming the
Enjoyment &
Excitement of ‘Being
High’

The Self-Acceptance
and Peacefulness of
‘Happiness’ in
Contrast to the
Disruption and Chaos
of ‘Being High’

The Importance of
Community and
Connection in
‘Happiness’ in
Contrast to the
Disruption of Social
Relationships when
‘Being High’

Key Strength(s):

Only study to use
‘respondent validation’
methods.

Critical examination of
researcher’s own role.

Only IPA study to report
findings indicative of
individual sense-making
of participants.

Key Limitation(s):

Very limited discussion of
ethical considerations.
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10 | Fernandez, Breen, & Renegotiating Participants | (N=10) Semi-Structured Identity Bound by the Key Strength(s):
Simpson identities: Interviews Diagnostic Label i i
Experiences of | Age Range |29 -68 Multidimensional Provided multiple ,
(2014) loss and Constant Effects of the Bipolar sociodemographic details
) = Comparative i relating to participants in
Austral recovery for Gender Female (N=10) Identity
ustrala women with Male (N=0) g/ltethod _13!3373” & Strategies for the sample.
bipolar disorder | . rauss ( ) Renegotiating Identity | ong of only two studies to
Bipolar Type B!polar-l (N=_7) use formal mood
Bipolar-II (N=2) measures for the purpose
Cy_clothymla of screening participants
(N=1) based on current mood
state.
Key Limitation(s):
Lack of details re:
interview questions.

11 | Samalin, Bellivier, Patients’ Participants | (N=23) Focus Groups Persistent Key Strength(s):
Giordana, Yon, Milhiet, | perspectives on . . Manifestations .
El-Hage, Courtet, residual Age Range | Not Reported Thematic Analysis Between Acute Data was collected until
Hacques, Bedira, symptoms in (Mean Age 47.8 | — Braun & Clark Episodes thematic saturation was
Dillenschneider, & bipolar Years) (2005) Disruption of Socio- reached.

Llorca disorder: A Professional Kev Limitation(s):
focus group Gender Female (N=13) Interactivity ey Limitation(s):
(2014) study Male (N=10) Treatment & All participants recruited
France Management were known to the
Bipolar Type | Bipolar-I (10) researchers. Likely to lead

Bipolar-Il (13)

to bias.
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69

12 | Mortensen, Vinberg, Bipolar Participants | (N=6) Semi-Structured Experiences of Being | Key Strength(s):
Mortensen, Jorgensen, | patients’ quality Interviews in Mixed States . .
Eberhard of life in mixed | Age Range | 31-49 Years , Quality of Life and Provided multiple ,
states: A Dlscour_se Functioning in Mixed socu_)demographlc deta_uls
(2015) preliminary Gender Female (N=3) Theoretical States relating to participants in
Denmark qualitative Male (N=3) ?grpreor?;ehn_& the sample.
StUdy . Phlﬁlps (1 999) Clear description of efforts
Bipolar Type | Not Reported to increase reflexivity
through multiple analysts.
Key Limitation(s):
Failed to provide
information about where
interviews took place or
how long they lasted.
13 | Goldberg Narratives of Participants | (N=6) Interviews Experiences Pre- Key Strength(s):
bipolar . Bipolar Diagnosis .
(2019) disorder: Age Range |39 -55Years | Hermeneutic The Bipolar Diagnosis | Provided aclear
United States Tensions in Approach — was Life-Changing justification for specific
definitional Gender Female (N=5) ?;g;)n;‘e‘rrg ?07:5; Hypervigilance methodology.
thresholds Male (N=1) (1989) y Towar_ds Emotional Key Limitation(s):
Experiences
Bipolar Type | Not Reported Delegating the All recruited participants
Threshold known to researcher’s

Determination

Lived Experience is
also Suspect

Blurred Thresholds for
Mania & Hypomania

doctoral researcher’s
classmates. Likely to lead
to bias.

Insufficient detail about
the process of data
analysis.




Appendix C: Critical Appraisal Skills Programme
(CASP, 2018) Qualitative Checklist

CNSP

Paper for appraisal and reference

Section A: Are the results valid?

Comments:

Comments

Is it worth continuing?

3 Yes

Can’t Tell

No

Comments
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4 Y
Can't Tell
No
Col t

Yes
Can’t Tell
No
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CNSP

6.
Can't Tell
Comments
Section B: What are the results?
7 € € Yes
Can’t Tell
No

Comments
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CNSP

8. W y Yes
Can't Tell
No

Comments:
9 € Yes
Can’t Tell
No

Comments:
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CNSP

[ Section C: Will the results help locally?

10.

Comments:
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Appendix D: Table of Summary CASP Quality Ratings

Study CASP Quality Question

1 2 3 4 5 6 7 8 9 10

Partially Partially  Can’t Tell Can'’t Can'’t Partially  Partially  Partially
Tell Tell

Partially Partially Partially Can’'t Partially Can’t Tell
Tell

Inder et al. (2010)

Delmas et al. (2011) Partially

Freedberg (2011)
Michalak et al. (2011)
Crowe et al. (2012)

Partially

Partially  Partially

Can’'t Partially
Tell

Partially Partially  Partially  Partially

Partially Can’t Can'tTell
Tell

Can’'t Can’'t Partially
Tell Tell
Can’'t
Tell

Partially Partially

Partially

Goldberg (2012) Can’t Tell

Lobban et al. (2012)

Can’t
Tell

Partially

Fletcher et al. (2013)

Partially

Russell & Moss
(2013b)

Fernandez et al.
(2014)

Samalin et al. (2014)

Partially Partially

Partially  Partially Partially Partially

Partially Partially  Partially  Partially Partially  Partially
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Mortensen et al. Partially  Partially Partially Partially Can'’t Can’t Tell Partially
(2015) Tell
Goldberg (2019) Partially Partially  Partially  Partially Can’t Tell

1. Were the research aims clearly stated? 2. Is a qualitative methodology appropriate for these aims? 3. Was the research
design appropriate for these aims? 4. Was the recruitment strategy appropriate? 5. Were the methods of data collection
appropriate? 6. Was there appropriate consideration of the relationship between the researcher(s) and participants? 7. Were
ethical issues appropriately considered? 8. Was the data analysis rigorous enough? 9. Were the findings, and their significance,
clearly stated? 10. Is the research valuable?
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Pictures speak a thousand words: Using photo-elicitation and IPA to
explore men’s experience of mood management following a diagnosis
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Abstract

Bipolar disorder is considered a lifelong mental health condition,
characterised by periods of marked mood disturbance. Current interventions
primarily aim to reduce symptom intensity and prevent relapse; however,
outcomes are highly variable and evidence for their effectiveness is limited.
To increase the representation of men’s experiences in this area, the present
study aimed to explore the ways in which men make sense of managing
mood symptoms. After taking photographs which represented their
experiences of managing mood symptoms, semi-structured interviews were
conducted with six men diagnosed with Bipolar disorder. Transcripts were
analysed using Interpretative Phenomenological Analysis. Four super-
ordinate themes were identified: (1) ‘managing symptoms: living with the
enemy’ (2) ‘we’re not just managing mood episodes’ (3) ‘managing goes
beyond a list of strategies’ and (4) ‘medication is a necessary evil’. Making
room for the disruption caused by triggers and symptoms was described as
an important aspect of manging moods for some men, representing a novel
finding. Descriptions of masculinity or ‘male identity’ were absent from the
sense-making of participants. When discussing the findings, particular
attention is paid to the clinical implications for practitioners. Key strengths
and limitations of the study are presented, as well as recommendations for

future research.
Key Practitioner Message

e Making room for the disruption caused by triggers and symptoms,
rather than simply avoiding them, can be an important aspect of
managing for some men.

e Practitioners should hold in mind that the impact of living with Bipolar
may extend beyond the experience of major mood episodes, and so
be wiling to adopt more flexible and holistic approaches to
intervention beyond symptom reduction and relapse prevention.

e Practitioners should avoid ‘prescribing’ strategies for managing

moods; instead spending time exploring the personal significance and
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meaning of these activities with service users, as well as the possible
barriers to engaging with them.

e Clinical psychology may play an important role in using formulation to
support service users’ understanding of the psychosocial aspects of
Bipolar and facilitate a more transparent and collaborative approach to

treatment planning.

Keywords: Bipolar Disorder, Qualitative, Men’s Mental Health, Photo-
Elicitation, IPA
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Introduction
Bipolar Disorder

Bipolar disorder (Bipolar) is considered a severe mental disorder (e.g.
Barber & Thornicroft, 2018) typified by marked, and cyclical, periods of
elevated and depressed mood. Periods of neutral mood, known as euthymia,
typically intersperse these episodes of mood disturbance (Goodwin &
Jamison, 2007). Diagnosis of Bipolar Type 1 (Bipolar-l) requires at least one
episode of mania; a severe form of elevated mood which can include
psychotic experiences. Bipolar Type 2 (Bipolar-1l) is associated with at least
one episode of hypomania, a less severe form of elevated mood, as well as
episodes of depression (American Psychiatric Association [APA], 2013).
Equivalent prevalence rates of Bipolar have been widely reported between
men and women (Diflorio & Jones, 2010). Bipolar is considered a lifelong
condition (Goodwin & Jamison, 2007), however outcomes in Bipolar are
highly variable, with some experiencing extended periods of stability (e.g.
Russell & Browne, 2005; Warwick, Tai, & Mansell, 2019). This suggests a
need for an improved understanding of managing mood symptoms. Whilst
there have been numerous challenges to understanding distress in
‘medicalised’ terms such as diagnosis, symptoms, and mood states (e.g.
Timimi, 2014) the use of such terms here are for pragmatic purposes,

reflecting the language used in the studies of interest.

Regarding treatment, NICE guidelines recommend a combination of
medication and psychological therapy, with a focus on reducing symptoms
during mood episodes and preventing relapse (National Institute for Health
and Care Excellence [NICE], 2014). However, evidence supporting
psychological interventions (primarily Cognitive Behavioural Therapy [CBT])
is limited by low quality studies, as well as narrow and highly variable
treatment outcomes (e.g. Chatterton et al., 2017; Miziou et al., 2015; Oud et
al., 2016). Furthermore, access to psychological interventions for Bipolar is
limited (Lam et al., 2010; Jones et al., 2018). Nonadherence with
medications is also common (Jawad, Watson, Haddad, Talbot, & McAllister-

Williams, 2018) and evidence for their effectiveness is limited beyond the
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reduction of acute mania (Geddes & Mikowitz, 2013). Though definitions
vary, self-management interventions involve service users taking an
increased responsibility for their health, primarily through increased
understanding about their condition(s) and the acquisition of skills to monitor
and attenuate symptoms (Cook, 2004). Development of self-management
interventions for Bipolar has been slow compared to other areas of both
physical and mental health (Jones, Deville, Mayes, & Lobban, 2011) with
limited evidence to support those available (Janney, Bauer, & Kilbourne,
2014). Current interventions for Bipolar are therefore limited by a number of
factors, including availability and demonstrated efficacy. This further
indicates the need for an improved understanding of symptom management.

Managing Mood Symptoms

Studies focusing on what people do to manage Bipolar symptoms
commonly report strategies such as understanding triggers and early
warning signs, self-monitoring, maintaining ‘healthy habits’, and maintaining
social connection (e.g. Murray et al., 2011; Nicholas, Boydell, & Christensen,
2017; Russell & Browne, 2005). There is considerable overlap between such
strategies and the protocols of psychological interventions for Bipolar,
including monitoring mood, recognising and responding to early warning
signs, as well as understanding and improving sleep (e.g. Jones et al.,,
2018). Other studies have focused on the experience of symptom
management itself, i.e. what that is like, placing greater emphasis on the
processes involved (e.g. Cappleman, Smith, & Lobban, 2015; Mansell,
Powell, Pedley, Thomas, & Jones, 2010; Morton, Michalak, Hole, Buzwell, &
Murray, 2018; Saunders et al., 2017).

However, studies are often limited to specific populations, such as
those ‘living well’ with Bipolar or are considered to have ‘recovered’ from
symptoms (e.g. Mansell et al., 2010; Murray et al. 2011; Russell & Browne,
2005), or those who have undergone a particular intervention (e.g. Morton et
al., 2018). This of course limits the transferability of the findings (Willig,
2008), including to those who may be experiencing more recurrent or

disruptive mood symptoms. It has also been highlighted that the existing
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literature focuses exclusively on self-management strategies people find
effective (Michalak et al., 2016).

Gender Issues in Bipolar Research

Numerous qualitative studies have explored the experiences of
women diagnosed with Bipolar. Some studies relate to female-specific topics
such as pregnancy (e.g. Dolman, Jones, & Howard, 2016) and menopause
(e.g. Perich, Ussher, & Parton, 2017), yet others explore seemingly gender-
neutral topics such as loss and recovery (Fernandez, Breen, & Simpson,
2014), or parenting (Venkataraman & Ackerson, 2008). There do not appear
to be any published qualitative studies specifically exploring the experiences
of men diagnosed with Bipolar. The under-representation of male
participants has been identified as a limitation to synthesising findings
(Russell & Moss, 2013a; Walsh, Corcoran, Crooks, Cooke, & Cummings,
2016).

Sajatovic, Micula-Gondek, Tatsuoka, and Bialko (2011) found men
diagnosed with Bipolar perceived themselves as less masculine than the
general population. Those perceiving themselves as more masculine were
also significantly less likely to adhere to treatment. No comparable
differences were observed in the female participants. Men diagnosed with
Bipolar have also reported higher levels of self-medication through alcohol
than women (Kriegshauser et al., 2010). Furthermore, research also
indicates gender differences in presentation; men have been found more
likely to experience a predominance of elevated mood episodes (Nivoli et al.,
2011), whereas women are more likely to experience rapid cycling of
symptoms and mixed states (Arnold, 2003).

Rationale

Overall, there are numerous limitations to current interventions for
Bipolar, an absence of published qualitative studies exploring men’s
experiences, and some evidence to suggest experiential differences between
men and women. Current approaches, including medication, psychological
therapies, and self-management interventions, have a shared focus on
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symptom management and relapse prevention. There is therefore a vital gap

in the literature exploring men’s experiences of managing mood symptoms.
Primary Research Aims

This study aims to complement the existing literature by focusing
exclusively on men'’s experiences of managing mood symptoms. Building on
existing research of mixed gender samples, the primary research question is:
‘How do men make sense of their experiences of managing mood

symptoms, including what is helpful and unhelpful?’
Method
Design

There is emerging evidence of the value that photo-elicitation methods
offer in exploring men's experience (e.g. Oliffe & Bottorff, 2007; Oliffe et al.,
2019). They have been used to allow participants to become active agents in
controlling interview processes and reduce researcher bias (e.g. Burton,
Hughes, & Dempsey, 2017; Sandhu et al., 2013). Similarly, one of the
commitments of Interpretative Phenomenological Analysis (IPA) is to ‘give
voice’ to participants through exploration of their personal meaning-making
(Larkin, Watts, & Clifton, 2006), lending itself well to underrepresented
groups. Burton et al. (2017) outline a case for this combination of
approaches, describing how photo-elicitation facilitates the process of sense-

making and personal reflection.

The present study therefore used a combination of photo-elicitation
and |IPA to explore men’s experiences. Photographs were taken by
participants; capturing salient aspects of their experiences and used to guide
a semi-structured interview. Interview data was analysed using IPA, following
the steps outlined by Smith, Flowers, and Larkin (2009).

Ethical Considerations

The study was reviewed by an Independent Peer Review (IPR) panel
at Staffordshire University (Appendix B). Ethical approval was granted by an
NHS Research Ethics Committee ([REC] Appendix C) and the Health
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Research Authority ([HRA] Appendix D). All participants provided written
informed consent to participate. Their anonymity has been preserved by
pseudonyms, which they had the option to choose themselves. Data was
stored securely in line with Staffordshire University policy. Participants were
screened for mood symptoms, ensuring only those who were euthymic took
part. This was primarily to maximise sample homogeneity, addressing
limitations of previous research (e.g. Fletcher, Parker, & Manicavasagar,
2013). However, it was also a measure to protect participants from harm, as
in previous research (e.g. Fernandez, Breen, & Simpson, 2014). Of note, no
participants were ultimately excluded on this basis.

Participant Criteria
Inclusion criteria

e Men aged over 18, living in the UK.

e Self-reported diagnosis of Bipolar, supported by The Mood Disorders
Questionnaire (MDQ) (Hirschfeld et al. 2000) following Twiss, Jones,
and Anderson’s (2008) scoring system. See Appendix E for
permissions.

e Diagnosis made in the last 5 years*

e Fluent English.

e Able to take and send photographs to the author (consistent with
previous research e.g. Burton, Hughes, & Dempsey, 2017).

e Euthymic in mood, confirmed by an Altman Self-Rating Mania Scale
(ASRM) score of < five (Altman, Hedeker, Peterson, & Davis, 1997)
and a Centre for Epidemiologic Studies Depression Scale (CES-D)
score of <15 (Radloff, 1977).

*Criterion removed in January 2020 to aid recruitment (see Appendix F for
ethical approval).

Exclusion criterion

e Self-reported diagnosis of Schizophrenia, Schizoaffective disorder, or
Borderline personality disorder. This was due to overlap in symptoms
(Bambole et al., 2013; Tamminga et al., 2013; Coulston, Tanious,
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Mulder, Porter, & Malhi, 2012) and potential difficulty differentiating
experiences related to living with Bipolar, specifically.

Recruitment

Electronic copies of the study advert (Appendix G) were posted
online. With permission, hard copies were placed on noticeboards where
relevant support groups or drop-in clinics were held. The author delivered
brief presentations to participating NHS teams, and to service users
attending ‘Bipolar education’ groups. Participants expressing an interest
contacted the author to answer screening questions (Appendix H) before
being provided the Participant Information Sheet ([PIS] Appendix I). Those
still interested were provided the consent form to be signed and returned to
the author (Appendix J). Finally, the MDQ, ASRM, and CES-D were
completed to confirm self-reported Bipolar diagnoses, and screen for current
mood symptoms (Appendix K; L; M). Of note, the only men who were not
eligible to take part were those reporting no clinical diagnosis of Bipolar or
reporting a co-morbid diagnosis of Schizoaffective disorder.

Participants

Purposive sampling methods were used to obtain a sample of six
participants, consistent with sample size recommendations for IPA as part of
doctoral research (Smith et al., 2009). Two participants were recruited
through ‘Bipolar education’ groups hosted by the participating NHS site; the
remaining four responded to study adverts on social media. Participants’
mean age was 47 years (range 28 — 71 years), and mean time since
diagnosis was 6 years (range <1 — 36 years). See Table 1 for further

information.
Procedure

A mutually agreed date for the interview was arranged approximately one
week after screening questionnaires were completed. Participants were
advised to begin taking photographs leading up to this date, considering the
guidance provided (Appendix N).
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Table 1

Participant Clinical & Demographic Information

Years Episodes of Episodes of . :
Bipolar . g . P . Relationship Highest Level Employment Support for
Pseudonym Age Since Depression Hypo(Mania) .
Sub-Type . _ _ _ Status of Education Status Mood
Diagnosis (Approximate) (Approximate)
National Counselling
Nelson 42 Bipolar-I 5 2 2 Married Vocational Full-Time Wife
Qualification Friends
Unknown Certificate of Psychiatrist
Ted 28 to <1 10 20 In a Relationship Higher Full-Time
Participant Education Counselling
Psychiatrist
Unknown Higher -
Jamie 45 to 3 50 70 Married National Full-Time
Participant Certificate CBT

Therapist
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Steve 37 Bipolar-|
Unknown
Fred 71 to
Participant
Unknown
Sam 60 to

Participant

10

36

10

400

10

100
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In a Relationship

Married

Married

Bachelor’s
Degree

City & Guilds

Bachelor’s
Degree

Unemployed

Retired

Retired

Support
Group

Psychiatrist
GP
Family
Psychiatrist

Support
Group

Wife

Psychiatrist
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Participants were asked to choose six photos for the interview and
consider the following questions when taking them:

e What has it been like managing symptoms since | was diagnosed?
e What has been helpful?

¢ What has been unhelpful?

Participants sent their six photographs to the author via email prior to the
interview. Two interviews were conducted face-to-face in private rooms
hosted by the supporting NHS site, the remaining four interviews were
conducted via telephone. All interviews were audio recorded and, consistent
with previous research (Burton et al., 2017), were guided by generic
questions about the photographs themselves (Appendix O). Data relating to
participants’ sociodemographic information, as well as clinical history, were

also recorded at this stage (Appendix P).

Participants were verbally debriefed at the end of the interview; providing
the opportunity to ask questions and raise concerns. A courtesy telephone

call was also arranged for one week after the interview.
Data Analysis

The interview’s lasted an average of 81 minutes (range: 71 — 104
minutes). All interviews were transcribed verbatim by the first author to
facilitate initial familiarisation with the data. Analysis of the transcription data
followed the IPA guidance outlined by Smith et al. (2009).

Transcripts were read numerous times to facilitate further immersion
in the data. Preliminary responses to the participants and the transcripts
were noted down to slow the process of data summation. Next, in a process
of line-by-line commenting, annotations were made around the transcript
identifying descriptive, linguistic and conceptual features. Emergent themes
were subsequently developed through analysis of these annotations; concise
statements capturing both descriptive and interpretative information first
noted in the left-hand margin of the transcript (Appendix Q) before being
written down separately in chronological order (Appendix R). These themes
were then clustered together within each case (Appendix S) before
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connections were made across the dataset, delineating super-ordinate and
sub-ordinate themes (Appendix T).

Epistemological Position & Reflexivity

The principles of IPA are consistent with the author’s epistemological
position, critical realism. Within critical realism, a ‘real’ social world is not
denied, however attempts to access it are contextualised by the assumption
that direct access may not be provided by the data (Willig, 2008). Critical
realism supports competing explanations of phenomena; accepting they may
bring us closer or further from ‘reality’, and that all are fallible (Fletcher,
2017).

IPA involves a double hermeneutic process whereby researchers
attempt to make sense of the participant making sense of their experience;
transparency about researchers’ own assumptions and ways of thinking is
therefore paramount (Smith et al., 2009). To maintain reflexivity, a research
diary was maintained by the author throughout data collection and analysis;

regular analytic discussions were also held during supervision.

The author has a close relationship with someone who has received a
Bipolar diagnosis, prompting an initial interest in people’s experiences of
living with the symptoms and diagnostic label. Being male, the author was
particularly interested in the experiences of men.

During the process of bracketing, preconceptions included an
assumption that self-criticism linked to traditional notions of masculinity may
be a barrier to managing mood symptoms. A further assumption was that
men may feel isolated due to symptoms and stigma associated with a
diagnosis of Bipolar which may not be readily understood or shared by

peers.
Results

The results revealed four super-ordinate themes, including a total of
eleven sub-ordinate themes (Table 2). A supplementary table containing
additional data extracts across the sample is provided (Appendix U) as well

as additional photographs discussed at interview (Appendix V).
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Table 2

Super-ordinate and Sub-ordinate Themes

90

Super-ordinate

Sub-ordinate Theme

Contributing Participants

Theme
. Diagnosis: taking Nelson, Ted, Jamie,
the symptoms seriously Steve
1. Managing
. Awareness of
Symptoms: . o
. _ triggers: avoiding the All
Living with the
Symptoms
Enemy
. Making room:
_ . . Nelson, Ted, Sam
allowing disruption
. Living with stigma All
, Nelson, Ted, Jamie,
2. We're Not " Threat
Just Managing Steve, Sam
Mood Episodes . Ripple effects Ted, Jamie, Steve

3. Managing
Goes Beyond a

List of Strategies

4. Medication is
a Necessary Evil

. The importance

of feeling supported

. Part of something

bigger

. Right tools for

the job

. Side effects are

a misnomer

. Medication isn’t just

taking pills

All
Nelson, Ted, Jamie,
Fred, Sam

Nelson, Ted, Jamie,
Fred, Sam

Nelson, Ted, Jamie,
Steve

Ted, Jamie, Steve
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1. Managing Symptoms: Living with the Enemy

Descriptions of mood symptoms were almost universally negative.
Only one participant, Ted, described Bipolar to have a “positive aspect’ as
elevated moods have, at times, facilitated heightened productivity. Many
photographs represented practical strategies used for managing moods.
Strategies varied between participants, for example exercise, mindfulness,
walking, and learning about Bipolar. However, their sense-making revealed
considerable overlap in their functions. For most participants this involved
avoiding triggers (and therefore symptoms). For some, strategies could also
function to make room for them. The use of strategies was underpinned by
the diagnosis itself, providing a way to begin understanding past and present

experiences.

1a. Diagnosis: Taking the symptoms seriously. Most participants
discussed the significance of the diagnosis, and how it facilitated taking the
symptoms seriously. In turn, this supported them to make changes in their
lives. Though none described management of Bipolar to be straightforward,
some spoke about the diagnosis as being a turning point following a “very
long road’ (Jamie) or “lengthy battle” (Ted). For them, the road to diagnosis
was paved with short-term medication or counselling for the presenting
problem i.e. depression. Anti-depressant medication alone was viewed as

ineffective or actively harmful.

A common feature of the turning point was the reappraisal of elevated
mood states as a symptom or problem, enabling them to develop ways of
managing these too. Jamie described the point of diagnosis as instrumental
in abstaining from alcohol (Figure 1) by facilitating an understanding that
“binge drinking” was often a response to elevated moods:

Figure 1. Jamie’s photograph (taking the symptoms seriously)
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“...it was like ‘I'm feeling really good | want to go out’ and it’s almost like
wanting to keep that feeling going... it did end up causing issues but like it
caused issues for years... the day before | was diagnosed umm | was
admitted to a psychiatric hospital and I'd been drinking heavily... I've not
drank since... that’s two and a half years ago...[the photo] represents a
couple of things for me it represents kinda pre-diagnosis and post-diagnosis”

(Jamie)

1b. Awareness of triggers: Avoiding the symptoms. For all
participants, an awareness of stimuli which can trigger or exacerbate their
mood symptoms is an important aspect of managing. Such awareness
facilitates the development of strategies to avoid triggers (and therefore
symptoms). The need to rest and preserve energy levels was common, with
other triggers including rumination and a perceived lack of control.

Fred described rumination to be a trigger for mood episodes. Most of
the photos taken by Fred represented things which had a beneficial or
detrimental effect on his mood over the preceding week. The photo of the
wheelie bin (Figure 2) promoted discussion of how a simple mistake,
erroneously putting wood into the recycling bin, led him to spend most of the
night ruminating. These ruminations appeared to elicit some core beliefs
from his early life experiences, and ultimately impacted on his mood:

Figure 2. Fred’s photograph (awareness of triggers)
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“...it bothered me in the night ‘cause | was thinking about it...l couldn’t
sleep... anyway my mood dropped a bit because of it... it really bothered
me...[l was thinking] I've got it wrong ‘cause when | was a kid umm ‘you’ve

got it wrong’ it was always ‘it’s wrong’ y’know ‘you’ve got it wrong™ (Fred)

He explained how attending a Bipolar education group enabled him to
build on such awareness by developing a strategy for managing rumination

by imagining his brain as having ‘faulty wiring’:

“...s0 when that comes into my mind | think ‘oh right, yeah, but that’s in the
past, that means the frontal lobe and the amygdala aren’t working together at
this second in time... it just seems to help....” (Fred)

1c. Making room: Expecting disruption. As well as avoiding triggers
and symptoms, some participants made sense of strategies by describing
how they make room for them too. For example, Ted spoke about painting as
a way to channel his heightened energy during manic episodes, satisfying
the need to be “constantly moving constantly doing something constantly

thinking”. Sam made sense of managing Bipolar through a metaphor:

“...one model is thinking of it in terms of a bank account... at times when
you’re depressed the amount of money coming in each day has been

reduced quite a lot so you’re wise to only spend what’s there...” (Sam)

Consistent with this, Sam spoke about the importance of activities
which “put cash in the bank” to mitigate against inevitable withdrawals made
by episodes of depression. Similarly, he spoke about the importance of

maintaining regular activities like exercise (Figure 3):

Figure 3. Sam’s photograph (expecting disruption)
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“...since then, depressions | have always managed with um trying to keep
stuff going, then there’s a less sharp hill to climb once you’re better... again
it’s this business of not dropping too many things so you don’t have to go

through the business of picking them all up again...” (Sam)

Though such activities were described as conducive to maintaining
stable mood, the key difference is the mitigation, rather than avoidance, of
unwanted symptoms. Sam’s account indicates an inevitability of experiencing
mood episodes, whilst not feeling resigned to this. Keeping routines going
does not mean that depressive episodes will be stopped, but that they will be
less impactful. Similarly, Nelson reports preparing all his clothes and meals
for the week ahead; whilst this is a method of avoiding a build-up of stress,
which reduces the likelihood of mood symptoms, the aim is not to avoid
triggers entirely. Rather, he is making room for fluctuations in mood
associated with triggers which are, inevitably, outside of his control.

2. We’re Not Just Managing Mood Episodes

Though asked to take photographs representing what is helpful and
unhelpful in managing mood symptoms, living with Bipolar was about more

than discrete mood episodes for participants.

2a. Living with stigma. Though the word stigma was rarely used, its
presence was reflected on by all of the participants. For some, stigma
actively impacts the way that they manage life with Bipolar, including a
perceived need for ‘social performance’. For Fred, internalised stigma made

it difficult to disclose his diagnosis to others and seek support:

“...Iif I actually wanted to be umm come out if you like, come out, I'm thinking
[shudders]... there were two things: the fear that I've got [pause] this thing,
Bipolar, and then... the challenge... to actually accept it and...get some
somebody that could help me” (Fred)

His repeated use of the metaphor ‘coming out’ draws a parallel with
the considerable shame and stigma associated with the self-disclosure of
one’s sexual identity (Corrigan & Matthews, 2003). His involuntary shudder,
in the place of a verbal narrative, reflects an ineffable quality to the
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experience. This, combined with his initial use of the term “thing”, highlights
an internalisation of stigma; that there was something unspeakable about the
diagnosis, invoking feelings of disgust and fear.

Nelson described being ‘treated differently’ by colleagues in a former
job, but also felt strongly that being open about his diagnosis is important. As
part of his ongoing management, he described ways that he attempts to
subtly challenge others’ perceptions of him, holding in mind the potential for
stigmatising beliefs or attitudes. One of the functions of organising his
clothes for the week ahead (Figure 4) is to portray an identity beyond Bipolar:

Figure 4. Nelson’s J]:ograph (living with stigma)

“...people’s experiences of people with Bipolar can vary and some of them
think that they’re unpredictable and | like to portray a picture of predictability
y’know?... because | come in in the same stuff all the time... they know they
can rely on me... I'm there at the same time every day, | leave at the same

time every day, | go for lunch at the same time every day, and they soon

forget about the Bipolar, it becomes secondary” (Nelson)

2b. Threat. Over half of the participants described ways in which
Bipolar is, and has been, a source of threat. Bipolar was seen as a threat to
various aspects of their own lives and the lives of others, including to
freedom, control, certainty, and a sense of safety. For some, their own
thoughts were described as a source of threat from which they sought

refuge.
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When recounting a recent social event, the author asked Sam what
that experience was like. In response, Sam spoke about the strength of
mood symptoms, reflecting on the fragility of social plans and how Bipolar

poses a threat to upholding them:

“Obviously that was going to be quite dependent on where | was emotionally

at the time, fortunately | was fairly well... had | not been in that same place |

would not have been able to go so y’know the impact on life and what | feel
I’'m able to do is part of the cost of the mental health issue” (Sam)

Ted reflected particularly on the ways Bipolar threatens his future,
including his freedom to make choices, and to live the life he expected to.
When discussing a place of respite, the expansive grounds of an abandoned
psychiatric hospital (Figure 5), Ted spoke of the threat of hospitalisation

imposed by Bipolar:

Figure 5. Ted’s photograph (threat)

“I've got quite a fear of being admitted into the hospital umm but it is
something that my psychiatrist likes to talk at length about... | am quite glad
that it’s not a reqular occurrence anymore that people are kinda locked up in
asylums for prolonged periods of time um ‘cause it does always kind of worry

me what my future is going to be like” (Ted)



PICTURES SPEAK A THOUSAND WORDS

2c. Ripple effects. Half of the participants described ways in which
consequences of mood episodes created difficulties of their own. As such,
whilst major mood symptoms may not be present, these ‘ripple effects’ can
increase the chances of experiencing sub-syndromal symptoms of
depression. For these participants, a detrimental impact on relationships was
common, limiting the availability of support networks.

For Steve, episodes of depression have had a wide range of impacts.
As well as the impact on his familial relationships, the frequency and duration
of his depressive episodes have left him without employment. Due to the
long periods of time spent socially withdrawn, he also described a loss of
confidence, exacerbated by weight gain linked to ‘comfort eating’ (Figure 6):

Figure 6. Steve’s photograph (ripple effects)

“...because now I'm in a good place — I’'m not in a great place but I'm in a
good place, I'm getting better — and I'm now stuck with two extra stone in
weight and | look at myself and it reminds me that I've done this because |
wasn’t well, I'm not how | used to be and it’s a reminder every time | look at
myself. So | can style my hair, | can trim my beard, but | don’t feel good
about how I look because of my excess weight...” (Steve)

His hesitance to describe his mood as ‘good’ emphasises the way in
which euthymia can be hard to define for him. The contrast between listing
things he has control over, and the ultimate lack of change, brings a sense of
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hopelessness to his account suggesting that depressogenic cognitions may

also remain present.
3. Managing Goes Beyond a List of Strategies

Though many photographs were about helpful practical strategies, the
subsequent sense-making of the participants revealed the strategies
themselves are only one part of the process. All of the participants described
the importance of feeling supported, and most described how being part of
something beyond themselves can be helpful. For practical strategies

themselves to work, some highlighted the need for the ‘right tools’.

3a. The importance of feeling supported. Though not captured
exclusively by many of the photographs, all of the men spoke about the value
of feeling supported. For some this was positively framed (i.e. feeling
supported is helpful), for others it was negatively framed (i.e. not feeling
supported is unhelpful). Emphasis on what it meant to feel supported varied
between participants, including acceptance, understanding, a sense of
community or connection, and an ability to rely on others. For example,
Jamie expressed how being given space during depressive episodes can
feel supportive, whereas Sam spoke about acceptance from his wife and
church community as being the foundation of his mood management.

The importance of feeling supported was illustrated powerfully by Ted,
whose photograph of an empty armchair (Figure 7) was used to represent
the profound sense of loneliness he felt after receiving his diagnosis:

Figure 7. Ted’s photograph (the importance of feeling supported)
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“[The photograph] was to try and convey how alone | felt after | got
diagnosed... by the time | actually went and got help most people had left my
life already because of some of the stuff I'd been doing... then when | got my

diagnosis it was kind of a ‘right we’ve decided you’re Bipolar umm here’s
medication we’ll see you again in 3 months’ and then that was kinda me sent
on my way with a prescription for pretty strong medication and | was just
kinda like | don’t know what to do with this information or myself” (Ted)

Ted drew attention to a distinction between the act of receiving
professional input and the experience of feeling supported. Though he had
been seen by healthcare professionals for assessment, Ted describes
initially feeling directionless and uncontained by his diagnosis. He seems
perplexed by the juxtaposition of being “sent on [his] way”, which indicates
not being in need of regular professional contact, and the strength of the

medication, indicating that something must really be wrong.

“I think it is mostly just doing it alone [pause] or that’s how it feels that |
manage it alone” (Ted)

3b. Part of something bigger. Most of the men also spoke about the
importance of being part of something beyond themselves. Examples ranged
from having a duty of care for their pet, a commitment to a loved one, and
using their own experiences to help others. Jamie spoke about his dog
(Figure 8), and how a sense of duty to look after him superseded the
absence of motivation during depressive episodes, which helped him to get

out of bed and get some exercise:

Figure 8. Jamie’s photograph (part of something bigger)
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“...when I've not been well mentally umm and I've been spending a lot of
time at home struggling to get outside... having the dog has made me go out
the house, makes me get up in the morning, makes me walk at least two

times a day...” (Jamie)

3c. Right tools for the job. A focus on having the ‘right tools for the
job’ was part of the sense-making process for most participants. Fred
reported a personal “fascination” with Bipolar, which he saw as key to
maximising his attendance at Bipolar groups. For Jamie, mindfulness only
became accessible when it was facilitated by a smartphone application,
providing him with a way to be guided through the process without feeling
overly self-conscious about being observed.

Nelson spoke about existing skills in developing and adhering to
routines, following his service in the Royal Navy, as well as having work
colleagues with shared interests with whom he could socialise. He
acknowledged the benefits of social activity when experiencing low mood,
but explained how the benefits of this are dependent on a number of factors,
including the ‘right’” activity (Figure 9):

Figure 9. Nelson’s photograph (right tools for the job)
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“...even when you’re low y’know it’s good to try and push yourself to go out
and socialise ... the benefit of a gig is you don’t have to interact with
people... the feeling and emotion and everything else comes from all the
people around you... everyone else is jumping up and down and excited so
their emotion is coming from other people... it doesn’t take me going putting
my hands up for everyone else to start putting their hands up” (Nelson)

When low in mood, the pressure to perform socially can be a key
barrier for Nelson, particularly if asked to attend social activities such as
going out for dinner, in which maintaining conversation is a central
component. It is therefore important for him to access activities where the
need to ‘do something’ is met whilst removing the pressure to contribute to

others’ enjoyment.
4. Medication is a Necessary Evil

Most participants took a photograph of their medication. There was a
general consensus that medications were a necessary part of life with

Bipolar, however their benefits were not without considerable downsides.

4a. Side effects are a misnomer. Participants described how side
effects can become primary concerns; superseding their initial mood
symptoms. Since his diagnosis three years ago, Steve has struggled to find
medication that has felt helpful (Figure 10). He reported side effects including
weight gain, sexual dysfunction, emotional blunting, and cognitive
impairment, all of which have profound implications:

Figure 10. Steve’s photograph (side effects are a misnomer)
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“...I know | need to take some form of medication but the side effects... are
really depressive. | don’t feel like myself anymore, | don’t feel like | can
articulate myself anymore, | don’t feel like | uh I feel very foggy all the time, |
[pause] even now | have brain fog when I'm trying to speak uhh [pause]...”
(Steve)

His description of a ‘loss of self reflects the way in which side effects
can create depressogenic conditions, exacerbating the mood symptoms he
was trying to alleviate.

The significance of side effects appears to be linked to their personal
significance. Both Nelson and Steve have experienced weight gain on their
current medications. As a former model, Steve found this particularly
distressing as the additional weight impacted considerably on his sense of

self-worth. However, this was not important to Nelson.

4b. Medication isn’t just taking pills. As well as side effects, some
participants drew attention to the processes involved in taking medication.
When discussing his choice of photo (Figure 11), Ted described feeling
overwhelmed by the number of pills he has to take. He also described

medication to be a series of processes which in itself can feel exhausting:

Figure 11. Ted’s photograph (medication isn’t just taking pills)
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“l'initially was thinking of laying out all of my pills umm but I find it really
difficult when | lay them all about because | just have to take so many of
them...” (Ted)

“...there’s just times where it’s just exhausting and | would much prefer not to
have to go to appointments and much prefer not to have to go t- to take
medication and not to have to go and get tests and stuff like that trying to
make sure that everything’s fine” (Ted)

Discussion

This study aimed to explore how men make sense of managing mood
symptoms following a diagnosis of Bipolar. A total of six participants,
recruited purposively, took part in a photo-taking task and a semi-structured
interview. Four super-ordinate themes were identified: (1) ‘managing
symptoms: living with the enemy’ (2) ‘we’re not just managing mood
episodes’ (3) ‘managing goes beyond a list of strategies’ and (4) ‘medication

is a necessary evil'.

‘Managing symptoms: living with the enemy’ complements findings of
previous research using mixed gender samples (Murray et al., 2011; Russell
& Browne, 2005) to provide a more nuanced understanding of the ways in
which particular strategies, such as self-monitoring or exercise, may be used
to support management. A key finding was that, for some men, part of
managing symptoms is to accommodate disruption in their lives, rather than
seeking only to avoid it. Warwick et al. (2019) found that an important aspect
of ‘recovery’ in Bipolar is the ability to tolerate difficult feelings, in the
knowledge they would not always lead to mood episodes. The current
findings extend this understanding; a willingness to experience mood
episodes themselves can be helpful, as well as an acceptance that there
may be triggers outside of one’s control. Strategies were secondary to taking
the symptoms seriously, facilitated by the diagnosis itself. The importance of
the diagnosis is consistent with previous research focusing on ‘recovery’ in
Bipolar (Mansell et al., 2010; Warwick et al., 2019). Channelling elevated
moods into something desirable has been described by those managing
without medication (Cappleman et al., 2015). In the current study, some
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participants described ways of making space for symptoms of low mood too,
reflecting a more open stance towards experiencing mood states. In addition,
though positive elements to life with a Bipolar diagnosis have been reported
(e.g. Lobban, Taylor, Murray & Jones, 2012; Russell & Moss, 2013b)
references to such were largely absent from the sense-making of participants
in this study.

Michalak, Yatham, and Lam (2005) found that quality of life can be
impaired markedly between mood episodes. Indeed, at least sub-syndromal
symptoms are experienced persistently by many people diagnosed with
Bipolar (Judd et al., 2002; Judd et al., 2003) and recovery of functional
impairment has been shown to be slower than symptomatic recovery (Gitlin
& Miklowitz, 2017). ‘We're not just managing mood episodes’ presents
experiential accounts for factors which may contribute to such disruption for
men. These include ‘ripple effects’ following mood episodes, in which a
range of areas of life are impacted, including support networks. It also
includes ‘living with stigma’, and the sense of ‘threat’ as Bipolar looms over
many aspects of daily life. The prominence of these accounts in a study
focused on managing mood symptoms indicates their importance for how
men make sense of such experiences. These findings are consistent with
service users describing ‘recovery’ in Bipolar to mean more to them than the
absence of symptoms (Todd, Jones, & Lobban, 2012) as well as a review of
what people diagnosed with Bipolar experience as distressing (Warwick,
Mansell, Porter, & Tai, 2019).

The significance of side effects in the lives of those diagnosed with
Bipolar is consistent with existing qualitative research (e.g. Mansell et al.,
2010; Mortensen, Vinberg, Mortensen, Jorgensen, & Eberhard, 2015;
Vargas-Huicochea et al., 2014). ‘Medication is not just taking pills’ represents
a novel finding; that the processes involved in taking medication can
themselves be burdensome and create further barriers. These factors,
combined with a belief that medication is a crucial component of mood
management, means that medication can be understood as a ‘necessary
evil’ for those more recently diagnosed. A recent Delphi method study found
that medication was seen as a ‘net positive’ by both healthcare professionals
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and people diagnosed with Bipolar (Michalak et al., 2016). Whilst medication
was seen as necessary here, the present findings support a more nuanced
account of the negative aspect of such cost-benefit analysis. Though both
reported taking it, there was an absence of discussion about medication from
the two participants diagnosed over five years ago. It is therefore possible
that people’s sense-making about medication changes over time. However, it
is difficult to draw more meaningful conclusions here due to the absence,

rather than divergence, of data relating to medication.

Consistent with previous research (Murray et al., 2011; Russell &
Brown, 2005; Warwick et al., 2019), participants described support to be an
important aspect of managing mood symptoms. The present findings
emphasise the need to ‘feel supported’. What it meant to be supported, as
well as the mechanisms through which support may be accessed, varied
between participants. Murray et al. (2011) reported that volunteering was a
way for participants to ‘connect with others’; ‘part of something bigger’
emphasises how such activities can contribute to a sense of purpose.
However, such purpose may also be facilitated by being part of a meaningful
relationship, through a sense of duty towards a pet, or using one’s own
experiences to help others. ‘Right tools for the job’ highlights how particular
strategies e.g. ‘socialising’ cannot be prescriptive; their usefulness is often
mediated by a number of idiographic influences. This echoes Murray et al.’s
(2011) reminder for practitioners to appreciate the personal meaning of

strategies and how they may be applied in the lives of service users.

An absence of male identity or masculinity in participants’ sense-
making was noted. Whilst previous research found that men with Bipolar
rated themselves as less masculine than the general population (Sajatovic et
al., 2011) participants in the present study did not reflect upon this in the
context of managing mood symptoms. It is therefore possible that, even if
differences in perceived masculinity exist, such differences are not seen as

an important aspect of managing.
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Clinical Implications

‘Making room: accommodating disruption’ may be of interest to
practitioners using psychological therapies to work with people diagnosed
with Bipolar. The Integrative Cognitive Model (ICM) proposes that
relinquishing control of moods, and focusing on independent goals, may be
of benefit to some people diagnosed with Bipolar. The model posits that
symptom management is disrupted by extreme personal significance being
applied to typical fluctuations in mood (Mansell, Morrison, Reid, Lowens, &
Tai, 2007). However, for some men in the present study, such cognitive
distortions were not part of their sense-making. Rather than simply a
tolerance for typical fluctuations in mood, they described a tolerance for
encountering triggers and experiencing mood symptoms. Closer parallels
can be drawn between their accounts and the principles of Acceptance and
Commitment Therapy (ACT) wherein people are invited to embrace even
unpleasant experiences with openness (Hayes, 2019). ACT’s focus on
behaviour guided by values, rather than driven by goals (Hayes, Levin,
Plumb-Vilardaga, Villatte, & Pistorello, 2013), may also help to circumvent
difficulties associated with feelings of failure during depressive episodes. As
such, at face value, ACT may be a helpful therapeutic approach for some
men diagnosed with Bipolar.

‘Managing goes beyond a list of strategies’ and ‘we’re managing more
than just mood episodes’ highlight how more holistic and systemic
approaches may be of considerable value to those diagnosed. Approaches
aimed at improving life beyond mood episodes may be of particular
importance, especially as research indicates that sub-syndromal symptoms
of depression significantly increase the chance of a major episode (e.g.
Tohen et al., 2006). ‘Part of something bigger’ represents an invitation for
practitioners to consider ways in which service users may be able to engage
in valued and meaningful activities. It is important not to restrict ideas as to
how to achieve this, however one option may be using their lived
experiences to support the development of services, including delivering
courses with local Recovery Colleges (McGregor, Repper, & Brown, 2011).
Practitioners should avoid attempts to ‘prescribe’ strategies such as exercise
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or socialising without exploring the personal significance and meaning of

these activities with service users, as well as the barriers to them.

‘Medication is a necessary evil’ illuminates a potential role for clinical
psychology to work alongside medical colleagues as a routine part of
medication prescription and review. Psychological formulations can facilitate
both sense-making and decision-making for service users and professionals
(Division of Clinical Psychology [DCP], 2010). Given that the diagnosis itself
can be important for making sense of mood management, clinical
psychologists may therefore play an important role in engaging with, and
enhancing, the biomedical model by promoting understanding of the
psychosocial factors contributing to the development and maintenance of
Bipolar symptoms. Such understanding may include exploring service users’
concerns about medication and side effects. Formulations should also
facilitate more collaborative working with service users; promoting greater
transparency in the development of treatment plans, as well as greater parity
between clinicians and service users. This may go some way to meeting the
need for service users to ‘feel supported’. These suggestions are consistent
with clinical psychology’s increasing move towards formulation within
multidisciplinary team working (DCP, 2011) and recent findings encouraging
a combination of medicalised and non-medicalised approaches in Bipolar
(Michalak et al., 2016).

Considerations for Future Research

A key limitation of this study was that men were only interviewed at
one point in time, providing a cross section of their meaning-making. Indeed,
men reflected on their experiences whilst not experiencing a mood episode.
Given the chronic nature of Bipolar (Goodwin & Jamison, 2007), future
research may benefit from exploring the ongoing meaning of management,

including the ways in which the concept may be reconstructed over time.

Whilst the study did not set out to exclusively recruit those who are
‘higher functioning’, the sample consisted of men who were all in

relationships, many had completed higher education qualifications, and half
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of them were in full-time employment. As such, these findings may better
represent the experiences of those considered to be ‘higher functioning’.

Despite concerns about the richness and depth of qualitative data
gathered via telephone, research evidence does not indicate it to be an
inferior method of data collection (e.g. see Novick, 2008). Nevertheless, it is
acknowledged that access to non-verbal information was not available during
the telephone interviews. Future research should therefore consider the

option to conduct remote interviews via videoconferencing.

Though the current findings indicate ACT may be a helpful therapeutic
approach for some, current evidence for the efficacy of ACT for Bipolar is
limited to one uncontrolled pilot study (Pankowski, Adler, Andersson,
Lindefors, & Svanborg, 2017). Furthermore, in the absence of undergoing an
ACT intervention themselves, it is possible that the men in the present study
are naturally inclined towards its principles, thus finding such approaches
beneficial in a way that being introduced to them through therapy may not.
Further research to explore the acceptability, feasibility, and efficacy of ACT
for Bipolar may be particularly valuable, including the development of
practice-based evidence by practitioners.

Conclusion

This qualitative study used photo-elicitation methods, and IPA, to
explore how men diagnosed with Bipolar make sense of managing mood
symptoms. A community sample of six men took photographs reflecting
important aspects of their experiences, including what is helpful and
unhelpful when managing mood symptoms. A semi-structured interview
about the meaning of these photos then took place. A novel finding was that
for some men, managing mood symptoms is supported by making room for
life to be disrupted by triggers and mood episodes. Consistent with the
literature, participants described ways that life with Bipolar means managing
more than discrete episodes of mood disturbance. The importance of feeling
supported was emphasised by participants, and some described being part
of something beyond themselves as providing a sense of purpose.

Medication was seen as a key component to mood management for many,
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though side effects disrupting important aspects of their lives were described
as very challenging. A novel finding for the qualitative literature base was
that barriers to medication extend beyond side effects. Notions of masculinity
or male identity were absent from participants’ sense-making. Whilst this
does not negate that these may be important aspects of living with Bipolar
more broadly, these findings suggest that for these men it was not a

meaningful component of their experience of managing symptoms.
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Research Square offer a service of professionally produced video abstracts,
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West Midlands - Black Country Research Ethics Committee
The Old Chapel

Royal Standard Place

Nottingham

NG1 6FS

Staffordshire Centre for Psychological Research
Department of Psychology, School of Life Sciences & Education
Staffordshire University, Science Centre, Leek Road, Stoke-on-Trent

ST4 2DF

Dear Dr Dempsey

Studly title:

Pictures Speak a Thousand Words: Using Photo-Elicitation
and IPA to Explore Men's Experience of Mood Management
Following a Diagnosis of Bipolar Disorder.

REC reference: 19/WM/0240
Protocol number: N/A
IRAS project ID: 264657

Thank you for your letter,

responding to the Committee’s request for further information on the

above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Conditions of the favourable opinion

The REC favourable opinion is subject to the following conditions being met prior to the start of

the study.

Confirmation of Capacity and Capability (in England, Northern Ireland and Wales) or NHS
management permission (in Scotland) should be sought from all NHS organisations involved in

the study in accordance with NHS research governance arrangements. Each NHS organisation

must confirm through the

signing of agreements and/or other documents that it has given

permission for the research to proceed (except where explicitly specified otherwise).
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Guidance on applying for HRA and HCRW Approval (England and Wales)/ NHS permission for
research is available in the Integrated Research Application System.

For non-NHS sites, site management permission should be obtained in accordance with the
procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of management permissions from host
organisations

Registration of Clinical Trials

Itis a condition of the REC favourable opinion that all clinical trials are registered on a publicly
accessible database. For this purpose, clinical trials are defined as the first four project
categories in IRAS project filter question 2. For clinical trials of investigational medicinal products
(CTIMPs), other than adult phase | trials, registration is a legal requirement.

Registration should take place as early as possible and within six weeks of recruiting the first
research participant at the latest. Failure to register is a breach of these approval conditions,
unless a deferral has been agreed by or on behalf of the Research Ethics Committee ( see here
for more information on requesting a deferral:
https://www.hra.nhs.uk/planning-and-improving-research/research-planning/research-registration-rese
arch-project-identifiers/

As set out in the UK Policy Framework, research sponsors are responsible for making
information about research publicly available before it starts e.g. by registering the research
project on a publicly accessible register. Further guidance on registration is available at:
https://www.hra.nhs.uk/planning-and-improving-research/research-planning/transparency-responsibilit
ies/

You should notify the REC of the registration details. We will audit these as part of the annual
progress reporting process.

It is the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

After ethical review: Reporting requirements

The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

. Notifying substantial amendments

. Adding new sites and investigators

. Notification of serious breaches of the protocol

. Progress and safety reports

. Notifying the end of the study, including early termination of the study
. Final report

The latest guidance on these topics can be found at
https://www.hra.nhs.uk/approvals-amendments/managing-your-approval/.

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:
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Document Version Date

Copies of advertisement materials for research participants 1 06 May 2019
Copies of advertisement materials for research participants 1 06 May 2019
[Research Advert]

Evidence of Sponsor insurance or indemnity (non NHS Sponsors |1 16 July 2018

only) [Staffordshire University - Evidence of Sponsor
Insurance/Indemnity]
Evidence of Sponsor insurance or indemnity (non NHS Sponsors (2 01 August 2019
only) [Staffordshire University - Evidence of Sponsor
Insurance/Indemnity]

Interview schedules or topic guides for participants [Interview 1 06 May 2019
Questions]
Interview schedules or topic guides for participants [Screening 1 06 May 2019
Questions]

=

Interview schedules or topic guides for participants [Semi-Structured 06 May 2019
Interview Questions (Re: Photographs)]
Interview schedules or topic guides for participants [Screening 2 20 August 2019
Questions (During Initial Contact) Clinical/Sociodemographic
Questions (During Semi-Structured Interview)]

IRAS Application Form [IRAS_Form_04072019] 04 July 2019
Letter from sponsor [Independent Peer Review (IPR) Approval 1 18 February 2019
Letter]

Other [REC- Further Information Table (Following Provisional 1 02 September 2019
Opinion)]

Other [Consent Form (Version 2) Track Change Copy] 2 20 August 2019
Other [PIS - Version 2 - Track Changes Copy] 2 20 August 2019
Other [Screening Qs and Participant Characteristics - Version 2 - (2 20 August 2019
Track Changes Copy |

Participant consent form [Consent Form] 2 20 August 2019
Participant information sheet (PIS) [PIS] 2 20 August 2019
Referee's report or other scientific critique report [Indendent Peer |1 05 June 2019
Review (IPR) Feedback Form - Approved]

Research protocol or project proposal [Independent Peer Review 1 18 February 2019
(IPR) Proposal Form]

Summary CV for Chief Investigator (Cl) [Summary CV for Cl (Rob 09 May 2019
Dempsey)]

Summary CV for student [Principal Investigator Summary CV ] 1 10 June 2019
Summary CV for supervisor (student research) [Summary CV for |1 05 June 2019

Supervisor (Helena Priest)]

Validated questionnaire [Altman Self-Rating Mania Scale]
Validated questionnaire [Center for Epidemiological Studies
Depression Scale]

Validated questionnaire [Mood Disorder Questionnaire]

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for Research
Ethics Committees and complies fully with the Standard Operating Procedures for Research
Ethics Committees in the UK.

User Feedback
The Health Research Authority is continually striving to provide a high quality service to all

applicants and sponsors. You are invited to give your view of the service you have received and
the application procedure. If you wish to make your views known please use the feedback form
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available on the HRA website:
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events and
online learning opportunities— see details at:

https://www.hra.nhs.uk/planning-and-improving-research/learning/

[19/wm/0240 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project.

Yours sincerely

()? \.S \)\I,LL?\

Dr Hilary Paniagua

Chair
Email: nrescommittee.westmidlands-blackcountry @nhs.net
Enclosures: “After ethical review — guidance for

researchers”

Copy to: Professor Nachiappan Chockalingam
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Appendix D: Health Research Authority Approval Letter

Ymchwil lechyd

a Gofal Cymru m
Health and Care Health Research
Research Wales Authority

Dr Robert Dempsey

Staffordshire Centre for Psychological Research Hcsvrca“: h’a-afpéo"a:@"h:-"elz
. . .approvais @wales.nhs.u

Department of Psychology, School of Life Sciences &

Education

Staffordshire University, Science Centre, Leek Road,
Stoke-on-Trent

ST4 2DF
24 September 2019
Dear Dr Dempsey
HRA and Health and Care
Research Wales (HCRW)
Approval Letter
Study title: Pictures Speak a Thousand Words: Using Photo-
Elicitation and IPA to Explore Men's Experience of
Mood Management Following a Diagnosis of Bipolar
Disorder.
IRAS project ID: 264657
REC reference: 19/WM/0240
Sponsor Staffordshire University

| am pleased to confirm that HRA and Health and Care Research Wales (HCRW) Approval
has been given for the above referenced study, on the basis described in the application form,
protocol, supporting documentation and any clarifications received. You should not expect to
receive anything further relating to this application.

Please now work with participating NHS organisations to confirm capacity and capability, in
line with the instructions provided in the “Information to support study set up” section towards
the end of this letter.

How should | work with participating NHS/HSC organisations in Northern Ireland and
Scotland?

HRA and HCRW Approval does not apply to NHS/HSC organisations within Northern Ireland
and Scotland.

If you indicated in your IRAS form that you do have participating organisations in either of
these devolved administrations, the final document set and the study wide governance report
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(including this letter) have been sent to the coordinating centre of each participating nation.
The relevant national coordinating function/s will contact you as appropriate.

Please see |RAS Help for information on working with NHS/HSC organisations in Northern
Ireland and Scotland.

How should | work with participating non-NHS organisations?
HRA and HCRW Approval does not apply to non-NHS organisations. You should work with
your non-NHS organisations to obtain local agreement in accordance with their procedures.

What are my notification responsibilities during the study?

The standard conditions document “After Ethical Review — guidance for sponsors and
investigators”, issued with your REC favourable opinion, gives detailed guidance on reporting
expectations for studies, including:

e Registration of research

* Notifying amendments

* Notifying the end of the study
The HRA website also provides guidance on these topics, and is updated in the light of
changes in reporting expectations or procedures.

Who should | contact for further information?
Please do not hesitate to contact me for assistance with this application. My contact details
are below.

Your IRAS project ID is 264657. Please quote this on all correspondence.

Yours sincerely,
Margaret Hutchinson

Approvals Specialist

Email: hra.approval@nhs.net
Copy to: Professor Nachiappan Chockalingam
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List of Documents

The final document set assessed and approved by HRA and HCRW Approval is listed below.

only) [Staffordshire University - Evidence of Sponsor
Insurance/Indemnity]

Document Version Date
Copies of advertisement materials for research participants 1 06 May 2019
Copies of advertisement materials for research participants 1 06 May 2019
[Research Advert]

Evidence of Sponsor insurance or indemnity (non NHS Sponsors |2 01 August 2019

Review (IPR) Feedback Form - Approved]

HRA Schedule of Events 19 September 2019
Interview schedules or topic guides for participants [Semi-Structured|1 06 May 2019
Interview Questions (Re: Photographs)]

Interview schedules or topic guides for participants [Screening 2 20 August 2019
Questions (During Initial Contact) Clinical/Sociodemographic

Questions (During Semi-Structured Interview)]

IRAS Application Form [IRAS_Form_04072019] 04 July 2019

IRAS Checklist XML [Checklist_04092019] 04 September 2019
Letter from sponsor [Independent Peer Review (IPR) Approval 1 18 February 2019
Letter]

Organisation Information Document 19 September 2019
Other [Confirmation of Insurance Arrangements] 19 September 2019
Other [REC- Further Information Table (Following Provisional 1 02 September 2019
Opinion)]

Other [Consent Form (Version 2) Track Change Copy] 2 20 August 2019
Other [PIS - Version 2 - Track Changes Copy] 2 20 August 2019
Other [Screening Qs and Participant Characteristics - Version2 - |2 20 August 2019
Track Changes Copy ]

Participant consent form [Consent Form] 2 20 August 2019
Participant information sheet (PIS) [PIS] 2 20 August 2019
Referee's report or other scientific critique report [Indendent Peer |1 05 June 2019

Research protocol or project proposal [Independent Peer Review
(IPR) Proposal Form]

18 February 2019

Supervisor (Helena Priest)]

Summary CV for Chief Investigator (Cl) [Summary CV for Cl (Rob 09 May 2019
Dempsey)]

Summary CV for student [Principal Investigator Summary CV ] 1 10 June 2019
Summary CV for supervisor (student research) [Summary CV for 1 05 June 2019

Validated questionnaire [Altman Self-Rating Mania Scale]

Validated questionnaire [Center for Epidemiological Studies
Depression Scale]

Validated questionnaire [Mood Disorder Questionnaire]
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Information to support study set up

IRAS project ID | 264657

The below provides all parties with information to support the arranging and confirming of capacity and capability with participating NHS
organisations in England and Wales. This is intended to be an accurate reflection of the study at the time of issue of this letter.

Types of Exp related to | Ag tobe | Funding Oversight HR Good Practice Resource

participati firmation of used g P Pack expectati

NHS capacity and capability

organisation

There is one Research activities An Organisational | No study funding | A Local Use of identifiable patient

participating should not commence at | |nformation will be provided to | Collaborator is records held by an NHS

NHS participating NHS Document has sites as per the expected to be in | organisation to identify potential

‘0'33"‘53‘:?!‘ o organisations in England | peen submitted 5‘;_‘"_:'_‘3“' of place at the Pa:'?!l’ims :hould bebe i

aking part in the ; » .| activities icinati undertaken by a member of the

study in England. :)r Walles p1rl|cr '?, the|; and the sponsor is pfmmpanng NHS | irect care team for the patient,

Therefore, there | '0'Mal confirmation o! not requesting and SRes. s0 it would not normally be

is one site type | capacity and capability | does not expect acceptable for this to be done

undertaking the | to deliver the study. any other site by staff not employed by that

research agreement to be organisation. A Letter of Access

activities as used. (or equivalent) would be

detailed in the expected for any external

study protocol. NHS/research staff undertaking
all of the other activities for the
study once consent from the
participant is in place. The pre-
engagement checks should
include a standard DBS check
and Occupational Health
Clearance

Other information to aid study set-up and delivery

This details any other information that may be helpful to sp and p NHS in and Wales in study set-up.

The applicant has indicated that they do not intend to apply for inclusion on the NIHR CRN Portfolio.
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Appendix E: Permission to Use Mood Disorder Questionnaire

Hirschfeld, Robert <rohirsch@UTMB.EDU>

Sat 09/11/2019 17:09
U
You have my permission to use the MDQ for this purpose

Robert M.A. Hirschfeld, MD
Professor of Psychiatry

DeWitt Wallace Senior Scholar
Department of Psychiatry
Weill Cornell Medical College

On Nov 9, 2019, at 10:27 AM, BURMAN Craig <c.burman@student.staffs.ac.uk>
wrote:

WARNING: This email originated from outside of UTMB's email system. Do not
click links or open attachments unless you recognize the sender and know the
content is safe.

Dear Dr Hirschfeld,

| am contacting you today to request permission to use the Mood Disorder
Questionnaire (MDQ).

| am a Trainee Clinical Psychologist studying towards a Professional
Doctorate in Clinical Psychology (DClinPsy) at Staffordshire University, UK.
As part of my training, | am undertaking a qualitative research project
exploring men's experiences of living with Bipolar Disorder. (More
specifically, the study aims to explore men's experiences of managing mood
symptoms following diagnosis).

| propose to use the 13 items of 'Question 1' as part of the screening process
for potential participants who self-report a diagnosis of Bipolar Disorder. A
minimum score of 9 will be used to determine eligibility to take part in the
study. This is in line with the findings of Twiss, Jones, & Anderson (2008)
who, in their UK sample, concluded: "the optimal cut-off score in the current
sample was a score of 9 or more endorsed symptoms without applying the
supplementary questions (sensitivity of 0.90 and 0.88 for bipolar | and bipolar
Il groups respectively with a specificity of 0.90)".

| understand that my research supervisor, Dr Robert Dempsey, has used the
MDQ in previous research studies (e.g. Dempsey, Gooding, & Jones, 2017).
To be honest, | was not sure if this meant that use of the MDQ would be
allowed in this study without obtaining your written consent or not. The
information | found online regarding usage and copyright stated: "The MDQ
is widely available on the web and is included in several of the papers cited
and authored by Dr Hirschfeld... Use requires the permission of the author
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who can be contacted at e-mail: rohirsch@utmb.edu". However, | wasn't sure
how far permission extended once it was granted (e.g. whether permission
was limited to each individual research project).

The study has been reviewed by an Independent Peer Review (IPR) panel at
Staffordshire University, as well as an NHS Research Ethics Committee
(REC). I am not sure how much information you would typically require about
a study before granting permission to use the MDQ. As such, please accept
my apologies if this overview has been very brief, and do let me know if you
would like to know more.

Best wishes,

Craig Burman

Trainee Clinical Psychologist
Staffordshire University
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Appendix F: Approvals for Study Amendment

il
<

STAFFORDSHIRE
UNIVERSITY I

PROJECT AMENDMENT 01/20

Researcher Name | Craig Burman

Title of Study Bipolar Disorder Research Project

Status of approval: | Approved

Thank you for your request to make an amendment to your application to the
Independent Peer Review Panel (IPR). Details of the amendment are as follows:

Allowing people diagnosed more than 5 years ago to take part in the study to gather an
appropriate amount of data. Changing the criterion to 'must have received a diagnosis of
Bipolar Disorder' but without specifying any time-limits.

Your Application is now approved

Action now needed:

You must now apply through IRAS for approval to conduct your study. You must not
implement the changes in your study without this second approval.

Please forward a copy of any approval letter you receive from the LREC to Peter Kevern

at p.kevern @staffs.ac.uk, copied ot ethics@staffs.ac.uk, as soon as possible after you
have received approval.

You should note that any divergence from the approved procedures and research method
will invalidate any insurance and liability cover from the University. You should, therefore,
notify the Panel of any significant divergence from this approved proposal.

When your study is complete, please send the university ethics committee an end of study
report. A template can be found on the ethics BlackBoard site.

Comments for your consideration: None

2

Signed: Dr Peter Kevern Date: 9.1.20
University IPR ethics coordinator
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Health Research

Authority
West Midlands - Black Country R h Ethics C
The Old Chapel
Royal Standard Place
Nottingham
NG1 6FS
29 January 2020
Mr Craig Jonathan Burman
11 Suffolk Way
Church Gresley
Swadlincote
DE11 9GP
Dear Mr Burman
Study title: Pictures Speak a Thousand Words: Using Photo-Elicitation

and IPA to Explore Men's Experience of Mood Management
Following a Diagnosis of Bipolar Disorder.

REC reference: 19/WM/0240

Protocol number: N/A

Amendment number: Non-Substantial Amendment 01/20
Amendment date: 20 January 2020

IRAS project ID: 264657

Thank you for your letter of 20 January 2020, notifying the Committee of the above
amendment.

The Committee does not consider this to be a “substantial amendment” as defined in the

Operating P for Research Ethics Committees. The amendment does not
therefore require an ethical opinion from the Committee and may be implemented
immediately, provided that it does not affect the approval for the research given by the R&D
office for the relevant NHS care organisation.

Documents received

The documents received were as follows:

Date
Document Version
Notice of Non i it N i 20 January
01/20 2020

Statement of compliance

A Research Ethics Committee established by the Health Research Authority

The Committee is constituted in accordance with the Governance Arrangements for
1 Ethics C i and ies fully with the Standard Operating Procedures for
Research Ethics Committees in the UK.

I 19/WM/0240: Please quote this number on all di ]

P

Yours sincerely

W%y

Corcyra Burley
Approvals Administrator

Email: r i idlands- y@r

Copy to: Mr Craig Jonathan Burman
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Grocott Chantel-Lea (RRE) MPFT <Chantel-Lea.Grocott@mpft.nhs.uk>
Thu 30/01/2020 17:23

Dear Craig,
RE: IRAS ‘264657’ — Amendment Number 1

Full Study Title: Exploring the Lived Experiences of Men with Bipolar
Disorder

Following your review of the above amendment, we have now received all of
the necessary approvals and amendment number 1 and can now implement
at our site. The site files will be updated with the following documents:

Document Version Date

None

Please do not hesitate to contact me if | can be of any further assistance.
Kind Regards
Tilly

Chantel-lea Grocott
Research and Innovation Governance Administrator

Grocott Chantel-Lea (RRE) MPFT <Chantel-Lea.Grocott@mpft.nhs.uk>
Thu 30/01/2020 17:23

All approved for you ©
Kind Regards
Tilly

Chantel-lea Grocott
Research and Innovation Governance Administrator
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Appendix G: Research Advert

NHS

Midlands Partnership
. STAFFORDSHIRE
NHS Foundation Trust UNIVERSITY I
A Keele University Teaching Trust

|
<2

Bipolar Disorder Research — Male Participants Needed

e Do you have a diagnosis of Bipolar Disorder?
e Are you male?
e Aged 18+?
e Would you like to take part in a study to help the voices of men
diagnosed with Bipolar Disorder be heard?
e Then have your say!

| am a Trainee Clinical Psychologist working in the NHS. | am carrying out a
study to further our understanding of men’s experiences — particularly about
managing mood symptoms after receiving a diagnosis of Bipolar Disorder.
The study involves you taking some photographs which you feel represent your
experience of managing mood symptoms — these photographs will then be
used to guide a research interview.

Interested?

Please get in touch if you would like to take part (or if you would just like to
know a bit more):

Email - c.burman@student.staffs.ac.uk

Text or Call - 07547 330408*

| look forward to hearing from you!

*Please be aware that this phone will only be in operation
Monday - Friday between 9am — 5pm.
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Appendix H: Initial Screening Questions

Date: 20/08/2019

Version Number: 2 MR
N

Screening Questions STAFFORDSHIRE

UNIVERSITY I

Research Study Title:

Pictures Speak a Thousand Words: Using Photo-Elicitation and IPA to
Explore Men’s Experience of Mood Management Following Diagnosis of
Bipolar Disorder.

e Are you 18 years or older?

e Are you male?

e Do you have a diagnosis of Bipolar Disorder (that was made in the
last 5 years)?

e Do you have any other mental health diagnoses?

e Is English your first language?

e Are you able and willing to take photographs using your own device
and send these to the researcher via email or post?

Those participants who meet the initial eligibility criteria based on the above
questions will later be asked to complete the initial screening measures
(MDQ, ASMR, CES-D) to confirm their suitability to take part. However,
these measures can only be completed after written informed consent is
obtained due to the sensitive nature of the information being collected.
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Appendix I: Participant Information Sheet

Date: 20/08/2019

Version Number: 2 [
D
Participant Information Sheet 3&5225?3%

Research Study Title:

Pictures Speak a Thousand Words: Using Photo-Elicitation and IPA to
Explore Men’s Experience of Mood Management Following Diagnosis of
Bipolar Disorder.

Thank you for expressing an interest in taking part in this research study.
Before you decide whether you would like to take part, | would like to provide
you with some more information about: me, the reason the research is being
completed, and what your involvement would look like.

1. Who is doing the research?

As you may have seen in the research advert, my name is Craig Burman.
| am completing a Professional Doctorate in Clinical Psychology
(DClinPsy) at Staffordshire University and am employed as a Trainee
Clinical Psychologist with Midlands Partnership NHS Foundation Trust
(MPFT). | am completing this research project as part of the DCIlinPsy
course. | have a professional interest in men’s mental health — in
particular what men’s experiences are of living with mental health
diagnoses such as Bipolar Disorder.

2. What is the study trying to do?

This research hopes to gain an understanding of your experience of living
with a diagnosis of Bipolar Disorder, particularly thinking about things that
have made managing your mood symptoms easier or more difficult. This
will be achieved by asking you to take some photographs which represent
these experiences for you. These photographs will then be used to guide
an interview about these experiences. The interview will take place either
face-to-face or over the telephone. In either case, the interview will be
audio recorded so that it can be typed up and analysed. You will find
more information about all of this below.

3. Dol have to take part?

No, you do not have to take part in the study. It is entirely up to you
whether you want to be involved in the study or not. | hope that this
information sheet will clearly explain what would be asked of you if you
decide to take part.

If you think that you would like to participate, then you will be asked to
sign a consent form. However, even after signing this form, you are free
to change your mind and withdraw from the study without providing a
reason.
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Your decision to take part in this study will in no way affect your
relationship with your healthcare provider. As such, if you decide to
take part in this study, this will not change your current access to mental
health support (for example psychological therapy).

If you do decide to change your mind and want to withdraw from the
study at any time, this will also not affect your relationship with your
healthcare provider. More details regarding your right to withdraw from
the study are detailed in question 4 (below).

4. What will happen if | take part?
First, please take at least 24 hours to read this information sheet and
think about whether you would like to take part. You may want to take
some time to talk about this with other people (perhaps family members,
friends, or a healthcare professional).

If you do not wish to take part:

It would be helpful if you could let me know by sending me an email to
say that you are not interested in taking part. However, this is not
necessary.

If you do wish to take part:

Please contact me via email (my address is provided at the bottom of this
form) and tell me that you are interested in taking part (with a contact
telephone number). | will then send you a copy of the consent form (either
via email or post). Please sign this and return it to me (either via email or
post). If you would like to receive your consent form via post then
please include the address that you would like the form to be sent to
in your email.

Once | have received a signed copy of your consent form, | will then
contact you via telephone to ask you some questions from 3 short
screening questionnaires. The information from these questionnaires will
be analysed to confirm whether you are able to take part. This simply
involves counting up your scores and seeing if they fall above or below
the cut-off scores.

If you are not eligible to take part:

If you are not eligible to take part based on these screening
questionnaires then you will be informed during this telephone
conversation. This is because | would not want to waste any of your time.
However, please be assured that your interest in taking part is greatly
appreciated.

If you are not eligible to take part in the study, please also know that your
data (including your responses to the screening questionnaires) will
not be reproduced in the write-up of the study and will be destroyed
when the study is complete.

If you are able to take part:
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If you are able to take part based on these screening questionnaires then
you will be informed during this telephone conversation. During this
telephone conversation we will then arrange a date for the interview to
take place. The interview will need to be at least a week after this phone
call because you will be asked to complete a photo-taking task in the
week leading up to the interview.

The photo-taking task simply involves taking some photographs that you
think represent your experience of managing your mood symptoms. It will
be helpful to take photographs which represent things that make this
easier as well things that make this more difficult.

You will be asked to take these photographs in the 7 days leading up to
the interview. Before the interview you will need to choose the 6
photographs that you feel best represent your experiences of
managing your mood symptoms that you would be willing to talk about
more in an interview. You will need to return these 6 photographs to me
either via email or post. These will be used to guide the interview.

The interview itself will take place in a quiet room at either:

Staffordshire University Campus (Stoke)

Horninglow Clinic (Burton-on-Trent)

David Parry Suite, St Michael’s Court (Lichfield)

Andrew Ward, Sir Robert Peel Hospital (Tamworth)

Other MPFT locations may also be available and these options will
be discussed with you when arranging the interview

Alternatively, if it is not practical to travel to one of these sites, it will be
possible to complete the interview over the telephone instead. Whether
completed face-to-face or over the phone, the interview will last for
approximately one hour, and it will be audio recorded so that it can
be analysed.

Please note - if you do take part in the interview, then your data from the
screening measures (i.e. your total scores) will be included in the write-up
of the study in the form of a table about ‘participant characteristics’.

During the interview you will also be asked some basic sociodemographic
questions - such as your age and your relationship status. You will also
be asked some brief questions about your clinical history — such as how
long it has been since you were diagnosed with Bipolar Disorder etc. This
information will also be included in the table.

All of the information/data in this table will be anonymized to protect your
identity. This means that you will not be able to be identified from it.

5. What will happen if | don’t wish to continue with the study?
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You are free to change your mind and withdraw from the study even after
signing the consent form. This may even mean that you choose to
withdraw from the study before taking part in the interview.

If you do take part in the interview, you may still ask for your data (i.e.
your interview responses) to be withdrawn from the study analysis.
However, this request must be received within 1 week of the interview
being completed. This will mean that your data can be deleted and it will
not be included in the study analysis or the final write up.

If you are concerned about how your personal information and data will
be kept safe in the study, please see question 8 (below).

6. Are there any possible disadvantages or risks of taking part in
the study?

Due to the ease with which digital images can be easily downloaded,
there is a risk that your photographs (if used in the write-up of this study)
may be unintentionally repurposed by others online. For this reason, you
will be asked to avoid taking photographs that include people (including
yourself, family, friends etc.) to ensure confidentiality. If you wish to use
such photographs during the interview, please be aware that for the
purpose of the write-up and future presentations/publications the photos
will have to be edited so that (for example) faces are blurred out.

Whilst there are no identified risks to your physical health by taking part in
the study, it is possible that talking about your experiences may be
distressing or upsetting for you. This is part of the reason that it is
important to speak with other people (perhaps family members, friends,
or a healthcare professional) before letting me know if you'd like to take
part.

| would like to assure you that you are under no obligation to share any
information that you do not feel comfortable doing, and you may refuse to
answer any and all questions.

You will also be offered a follow-up telephone call one week after the
interview. This will be a chance to discuss any concerns or ask any
questions that you may have following the interview.

It may also be worth making a note of the following support services that
would be available for you to contact in the meantime:

Service Contact Number Availability
Samaritans 116 123 Everyday 24 Hours a Day
SANE 0300 304 7000 Everyday 04:30am—-10:30pm

7. What are the possible benefits of taking part in the study?

By agreeing to share your experiences, you will be helping to further our
understanding of men’s experiences following a diagnosis of Bipolar
Disorder. This will also help to balance out the under-representation of
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male perspectives in this type of research into Bipolar Disorder. It is
hoped that the findings of this study may also be used to guide mental
health professionals’ understanding so that they may work more
effectively with service-users in the future.

In addition, providing participants with the opportunity to talk about their
lived experiences within a research interview has often been reported to
have therapeutic value.

However, it of course cannot be guaranteed that there will be any direct
benefit to you.

8. What do | do if there is a problem?

Please be aware that any complaint about the way that you have been
treated during this study, or any possible harm that you might suffer, will
be addressed.

If you have any concerns about the study, it is advised that you speak to
me in the first instance so that | can do my best to answer your questions
or concerns. Alternatively, | will provide you with the details of my
research supervisor who will similarly do their best to answer your
qguestions or concerns.

However, if your questions or concerns are not met to your satisfaction,
and should you wish to proceed with making a formal complaint, then you
can do this by contacting the MPFT Patient Advice and Liaison Service
(PALS).

Information about the contact details for PALS, as well as details of how
to make a complaint, can be found at the following address:

https://www.mpft.nhs.uk/service-users-carers/complaints-concerns-and-
compliments

9. Will my personal information and data be kept secure and
confidential?

Yes, your data will be processed in accordance with the Data Protection

Act and will comply with the General Data Protection Regulation, 2016

(GDPR). All research using patient data must follow these UK laws and

rules.

The data controller for this project will be Staffordshire University. The
University will process your personal data for the purpose of the research
outlined above. The legal basis for processing your personal data for
research purposes under the data protection law is a ‘task in the public
interest’.

You can provide your consent for the use of your personal data in this
study by completing the consent form that has been provided to you. You
have the right to access information held about you. Your right of access
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can be exercised in accordance with the General Data Protection
Regulation. You also have other rights including rights of correction,
erasure, objection, and data portability. Questions, comments and
requests about your personal data can also be sent to the Staffordshire
University Data Protection Officer. If you wish to lodge a complaint with
the Information Commissioner’s Office, please visit www.ico.org.uk

Your Consent Form:

Your signed consent form will be kept in a securely locked cabinet within
the Science Centre at Staffordshire University (Stoke Campus). If
returned to me via email, the email will be deleted as soon as the consent
form has been printed off and stored securely.

Your Interview Data (audio recording and transcribed responses):

Once interviews have been completed, the digital audio data files will be
stored in password protected electronic folders on a Staffordshire
University computer.

When the interviews are transcribed (i.e. typed up) all identifying
information will be removed so that you cannot be personally identified.
You will also be able to choose your own pseudonym (false name) to
ensure the protection of your identity. After the interviews are typed up,
the digital audio recording will be destroyed. The interview transcripts will
also be stored in password protected electronic folders on a Staffordshire
University computer.

For the purpose of the written publication, anonymised extracts from
interviews will be used to provide evidence of key themes (these are
things in common that participants reflected on and forms a large part of
how the data will be analysed). These anonymised extracts may also be
used in subsequent conference presentations and academic journal
articles.

In line with university regulations, anonymised interview notes that have
been typed up will be stored securely in both paper and electronic format
for a period of ten years at Staffordshire University.

Please note that there are limits to confidentiality. If you disclose
any information that indicates that you or someone else is at risk of
harm, or if you disclose details of any criminal activity, then | am
duty bound to pass this information on to the relevant authorities.

Your Photographs (from the photo-taking task):

Your photographs will be stored in password protected electronic folders
on a Staffordshire University computer. If they have been returned to me
via post, | will scan copies onto a Staffordshire University computer and
dispose of the physical copies in the University’s confidential waste. For
the purpose of the written publication, anonymised photographs will be
used to support the evidence of key themes. These photographs may
also be used in subsequent conference presentations and academic
journal articles. However, the original copies on the above-mentioned
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Staffordshire University computer will be deleted following the successful
completion of this research project.

Please note - if you are not eligible to take part in the study for any
reason, all of your data will be destroyed upon completion of the study.

10.Has anybody reviewed the study?

Yes. All research conducted within the National Health Service (NHS) is
reviewed by an independent body — called a Research Ethics Committee.
This study has also been reviewed by the Staffordshire University
Independent Review Panel.

This panel primarily checks the scientific merit of the study, but also
considers ethical issues, in order to protect your interests.

11.Will | get to see the results of the study?
Yes. Once the data has been collected and analysed, it will be written up
into a report. Once this has report has been passed by the University, |
will post a copy of the executive summary to my Twitter account which
will be freely available to view and/or download.

To find this, please search for me on Twitter @CraigBurman91. A copy
will also be posted on the Staffordshire University’s In-Psych blog
(www.blog.staffs.ac.uk/inpsych/)

Further Information and Researcher Contact Information

Please do not hesitate to ask any questions you might have about the
study by getting in contact with me using the following contact details:

Name - Craig Burman
Email — c.burman@student.staffs.ac.uk
Telephone — 07547 330408

If you decide that you would be interested in taking part then please get in
contact using the email address above. Remember — please include a
contact telephone number in your email that you would be happy for
me to contact you on.

Thank you for taking the time to read this information sheet and for
considering participation in this study.

Footnote:

It has come to the author’s attention, following completion of the
study, that the description of the screening questionnaires provided
under question 4 of the participant information sheet is quite vague.
The purpose of this footnote is to clarify that prior to completion of the
measures, participants were explicitly informed about what the
measures were, and why they were being used. Anyone excluded
from taking part in the study, for any reason, was immediately, and
explicitly, informed of the reason(s) for this.
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Appendix J: Consent Form

Date: 20/08/2019
Version Number: 2

L+
o

IRAS ID: 264657 STAFFORDSHIRE

UNIVERSITY I

Participant Identification Number:

Consent Form

Research Study Title: Pictures Speak a Thousand Words: Using Photo-
Elicitation and IPA to Explore Men’s Experience of Mood Management
Following Diagnosis of Bipolar Disorder.

Name of Researcher: Craig Burman

Instructions: Please read each of the statements below carefully. If you
agree with a statement please sign your initials into the box on the right-
hand side. Please ask if you have any questions about any of these
statements.

1. | confirm that | have read the Participant Information Sheet (dated
20/08/2019, version 2) for the above study. | have had the opportunity
to consider the information and ask questions.

2. All questions that | have asked were answered to my satisfaction.

3. | understand that my participation is voluntary and that | am free to
withdraw myself and my data at any time up until one week after the
date of the interview. | also understand that | do not need to provide any
reason for withdrawing from the study within this period of time.

4. | understand that if | do decide to withdraw myself and my data from this
study at any time until one week after the date of the interview, my
medical care and legal rights will not be affected.

5. | agree that any photographs taken as part of this study, as well as
anonymised extracts of the interview process, may be reproduced in the
final write-up of the study, as well as any subsequent presentations or
academic publications.

6. | am aware of, and accept, the limits of confidentiality outlined in the
Participation Information Sheet (dated 20/08/2019, version 2).

7. | understand, and accept, that the interview will be audio-recorded for
the purpose of typing-up and analysis.
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8. | understand that after the study has been completed, written up, and
passed by Staffordshire University, an executive summary of the results
will be available on the following Twitter account (@CraigBurman91) for
free viewing and digital download. | understand that the executive
summary may also be found on the Staffordshire University’s In-Psych
blog (www.blog.staffs.ac.uk/inpsych/).

9. | agree to take part in the above study.

Name of Participant Date Signature

Name of Lead Date Signature
Researcher
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Appendix K: Mood Disorder Questionnaire

Mood Disorder Questionnaire

Patient Name Date of Visit

Please answer each question to the best of your ability

1. Has there ever been a period of time when you were not your usual self and... YES NO
...you felt so good or so hyper that other people thought you were not your normal self or you 0 0
were so hyper that you got into trouble?
you were so irritable that you shouted at people or started fights or arguments? O O
you felt much more self-confident than usual? O O
you got much less sleep than usual and found that you didn‘t really miss it? O J
you were more talkative or spoke much faster than usual? J J
thoughts raced through your head or you couldn’t slow your mind down? ] ]
...you were so easily distracted by things around you that you had trouble concentrating or 0 0
staying on track?
you had more energy than usual? O J
you were much more active or did many more things than usual? ] ]
...you were much more social or outgoing than usual, for example, you telephoned friends in
the middle of the night? O d
you were much more interested in sex than usual? O O
...you did things that were unusual for you or that other people might have thought were 0 0
excessive, foolish, or risky?
...spending money got you or your family in trouble? O O
2. If you checked YES to more than one of the above, have several of these ever ] ]

happened during the same period of time?

3. How much of a problem did any of these cause you - like being unable to work;
having family, money or legal troubles; getting into arguments or fights?

[] No problems  [] Minor problem  []Moderate problem  []Serious problem

This instrument is designed for screening purposes only and not to be used as a diagnostic tool.
Permission for use granted by RMA Hirschfeld, MD
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Appendix L: Altman Self-Rating Mania Scale

Altman Self-Rating Mania Scale (ASRM)

Name

Date

Instructions:

1. There are 5 statements groups on this questionnaire: read each group of statements carefully.
2. Choose the one statement in each group that best describes the way you have been feeling for

the past week.

3. Check the box next to the number/statement selected.

4. Please note: The word “occasionally” when used here means once or twice; “often” means
several times or more and “frequently” means most of the time.

Question 1

[] 0 Ido not feel happier or more cheerful than usual.

[ 1 loccasionally feel happier or more cheerful than usual.

(] 2 1often feel happier or more cheerful than usual.

(] 3 Ifeel happier or more cheerful than usual most of the time.

[] 4 Ifeel happier or more cheerful than usual all of the time.
Question 2

[] 0 Ido not feel more self-confident than usual.

[] 1 loccasionally feel more self-confident than usual.

[] 2 Iloften feel more self-confident than usual.

[] 3 Ifeel more self-confident than usual.

[] 4 |feel extremely self-confident all of the time.

Question 3

[] 0 1do not need less sleep than usual.

[] 1 1occasionally need less sleep than usual.

[] 2 loften need less sleep than usual.

[] 3 Ifrequently need less sleep than usual.

[[] 4 1cango all day and night without any sleep and still not feel tired.
Question 4

[] 0 1do not talk more than usual

[] 1 loccasionally talk more than usual.

[] 2 loften talk more than usual.

[] 3 Ifrequently talk more than usual.

[] 4 Italk constantly and cannot be interrupted

Question 5

[C] 0 I'have not been more active (either socially, sexually, at work, home or school) than usual.
(] 1 1have occasionally been more active than usual.

[] 2 Ihave often been more active than usual

[]3 Ihave frequently been more active than usual.

(] 4 1am constantly active or on the go all the time. Permission for use granted by EG Altman, MD
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Appendix M: Centre for Epidemiological Studies Depression Scale

Center for Epidemiologic Studies Depression Scale (CES-D), NIMH

Below is a list of the ways you might have felt or behaved. Please tell me how often you have felt this way during the past week.

During the Past

Week
Some or a
Rarely or none of little of the Occasionally or a Most or all of
the time (less than  time (1-2  moderate amount of time  the time (5-7
1day) days) (3-4 days) days)
1. | was bothered by things that usually
don't bother me. D D D D
2. 1 did not feel like eating; my appetite
was poor. O O O O
3. | felt that | could not shake off the
blues even with help from my family or a O a 0
friends.
4. | felt | was just as good as other
people. 0 O O O
5. | had trouble keeping my mind on
what | was doing. D D I:l D
6. | felt depressed. |:| |:| D D
7. | felt that everything | did was an
effort. g [ O O
8. | felt hopeful about the future. | O | O
9. | thought my life had been a failure. O [ (| O
10. | felt fearful. | O | O
11. My sleep was restless. D D D |:|
12. | was happy. O O O 0
13. I talked less than usual. O O O O
14. | felt lonely. | N O OJ
15. People were unfriendly. D D D D
16. | enjoyed life. O O O O
17. | had crying spells. D D D |:|
18. | felt sad. 0O O a OJ
19. | felt that people dislike me. D D |:| D
20. | could not get “going.” D D D D

SCORING: zero for answers in the first column, 1 for answers in the second column, 2 for answers in the third column, 3 for
answers in the fourth column. The scoring of positive items is reversed. Possible range of scores is zero to 60, with the higher
scores indicating the presence of more symptomatology.
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Appendix N: Guidance for Photo-Taking Task

Photo-Taking Task

L+
<2

. STAFFORDSHIRE
Research Study Title: UNIVERSITY i

Pictures Speak a Thousand Words: Using Photo-Elicitation
and IPA to Explore Men’s Experience of Mood Management Following
Diagnosis of Bipolar Disorder

This study involves you taking photographs which represent your
experiences of managing mood symptoms. These will be used to guide the
research interview.

In order to do this, please consider the following...

What Questions Am | Anhswering?

The key questions to ask yourself are:

1. What has it been like managing my mood symptoms since | was
diagnosed with Bipolar Disorder?

2. What has made managing my moods easier?

3. What has made managing my moods more difficult?

How Do | Answer These Questions?

Rather than answering these questions with words, your task is to answer
these questions with images (photographs, specifically). | have tried to offer
some general guidance below but these are just ideas to help start your
thinking process.

For example, when considering what has made managing your moods easier
or harder, you may want to think about particular strategies that are helpful
or unhelpful. You may also want to think about the factors that influence
these strategies. Let’s consider the following example of what | mean by this:

If someone was asked about their experience of quitting smoking, they may
have found exercise to be a helpful strategy. However, the factors that
influence this may include things such as:

Having a ‘gym buddy’ to keep them motivated
Overcoming social anxieties about exercising in public
Being able to afford a gym membership

Having the time to fit in regular gym sessions

As such, there are a number of ways that they might choose to represent this
experience in a photograph. It may be that a picture of the strategy alone
(e.g. a treadmill or some running shoes) is enough. However, they might feel
that this does not fully capture their experience of using exercise to help quit
smoking (especially if the factors above were not easy to overcome).

What Exactly Should | Take Photos Of?

162
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As long as your photographs represent something about your experience of
managing mood symptoms, then there are no ‘right’ or ‘wrong’ pictures. You
may want to take photographs of particular items or photographs which are
more symbolic. It is really up to you!

For example, let's say someone was asked to take photographs of their
experiences of renting a house. They might take a photograph of money
being thrown down a drain (to express how it feels to pay lots of money and
not own their property). This would be an example of a more symbolic
image.

As mentioned in the Participant Information Sheet (PIS) please try to avoid
taking photographs including yourself or other people. This is because
any such photographs will have to be edited for the purpose of the study
write-up/future  presentations to ensure people’s anonymity and
confidentiality.

If you have questions about this task, or the information provided here,
please get in touch via c.burman@student.staffs.ac.uk or 07547 330408.
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Appendix O: Questions to Guide Semi-Structured Interviews

Date: 06/05/2019

Version Number: 1 -
%

Semi-Structured Interview Questions STAFFORDSHIRE

UNIVERSITY I

Research Study Title:
Pictures Speak a Thousand Words: Using Photo-Elicitation and IPA to
Explore Men’s Experience of Mood Management Following Diagnosis of
Bipolar Disorder.

Introductory Question

e Tell me a little bit about yourself and your reason for taking part in this
study...

Questions Regarding the Photographs

o |If we take this [first, second, third etc.] photograph, can you tell me
why you chose this picture for the interview?

e What do you think this photograph represents in terms of your
experience of managing your mood symptoms?

e How did you feel when you were taking this photograph?

e How do you feel looking at this photograph now?

e Do you think that other people taking part in the research will take
photographs similar to this?

Note to REC: these questions are designed to be generic as to enable
participants to discuss the importance of each photograph in turn, and to
avoid questions being biased by the lead researcher’s assumptions about
the nature and meaning of these experiences.
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Appendix P: Clinical and Demographic Questions

Date: 20/08/2019

Version Number: 2 |
N

Clinical and Sociodemographic Questions STAFFORDSHIRE

UNIVERSITY I

Research Study Title:
Pictures Speak a Thousand Words: Using Photo-Elicitation and IPA to
Explore Men’s Experience of Mood Management Following Diagnosis of
Bipolar Disorder.

Sociodemographic

Age?

Relationship Status?

Highest Educational Level Completed?

Employment Status?

Where would you typically go for support with mood management?
(e.g. GP, secondary mental health services, family, friends, mental
health support group)

Clinical
e Length of Time Diagnosed with BD?
o BD Diagnosis (e.g. Type | or Type IlI)?
e Approximate no. of Depressive Episodes?
e Approximate no. of Manic/Hypomanic Episodes?

Note: these questions were originally viewed by the Research Ethics
Committee (REC) as one document alongside the ‘Simple Screening
Questions’. This document has been separated into Appendix H and P to
support the readability of thesis submission.
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Appendix Q: Example of Initial Commenting & Generation of Emergent
Themes (Sam)

527  Researcher: OK shall we take those two points

Yeah e
¥
:22',?) Researcher: g0 in terms of the exercise and e

the significance of that in terms of ma

528  Sam:

Sacde ale \» k.
a fum ’r‘d\“ﬂ :gl Sam: I mean I- after 2012 when | had this awfu ye
. 2 which included a suicide attempt so that
R\Y:\u’ o 533 well it's the worst year we've had umm | we
Sexp fs’gg SQpac - Bipolar group which T was quite cynical a
actually was really helpful and one of the i
536 learned through™ that was the importance of
537 active | think for management of mental healt
538 and um | mean another aspect of the St
Df oo a4 \)‘ e experience is if you've got to do your school work

also act as a professional musician you're

LSRN o\ \%\:;\\ v
S K\ Yo 541 %%‘%?'\\\5) strictly timetabled so y'’know from age nine um
542 been used to being quite timetabled in the

543 life works so the the course plus having that
QZP\ A \"cI\\S background means | schedule — | try and get
‘C"O 545 bike each day and rather than lying in bed all

546 which | had done in the past with Depression, |
: 5470\7\ | just went to bed and read um to try to kind

DQVWSU\ Gﬂa 548 N ;QQ%:’\ escape (laughs) escape from the negative tho
mr.\wg 549 GeCion and feelings um but its much better to bo t
550 ’\(_‘»'%xff& S ’&5 about and um active ™

R %

551  Researcher:  OK and it sounds like there was something
552 group helped to provide in terms of knowledge-

A %553 . Sam: Yeah knowledge, level a, and exp
DB o forkhes ooy week one of us would talk about our e
ok D 53 again there’s that sense of comm

556 MOV o something in common umm so
557 (cnumi ny cnel mixture of sharing our experience but
558 .\ :\"\

559  Researcher:
560
561
562
563

Black ink (immediately surrounding transcript) — descriptive features
Blue ink — linguistic features
Red ink — conceptual features

Black ink (far left margin) — emergent themes
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Appendix R: Example of Emergent Themes in Chronological Order
(Nelson)

Hads Sy o pat
| rad (heds
ks, ook qoc

n®
Rekerd & e O~
by coss @3t~
Ricke adlatc @~
St W Yo U~
feskoring \caaxe
S e A

) o o comf
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N
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Appendix S: Example of Clustering of Emergent Themes within

Participant (Nelson)
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Appendix T: Examples of Clustering of Emergent Themes Across

Participants
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Appendix U: Table of Supplementary Quotes

Super-Ordinate

Sub-Ordinate

Participant Supporting Quotation
Theme Theme P PP g
Managing Diagnosis:
Symptoms: taking Nel “It's something that I've — after my last episode when | started to try and think of ways to
elson
Living with the symptoms manage [Bipolar] it was something that I've adapt- | adopted then”
Enemy seriously
“...when | was reading about depression and anxiety....nothing seemed to add up”
“I didn’t really know about Bipolar at the time... then when | started reading about that |
thought ‘y’know what, this is all starting to fall into place, this makes a lot of sense’ and
after that point...when | was really starting to try and manage it uh it worked out a lot
better for me, a lot better”
“...that was the warning in the past that | totally ignored you know? | just thought | was
full of energy and | thought that | could do everything and | wasn't listening to people...”
Ted “I was being umm pretty umm psychotic during my manic episodes and doing quite a lot

of really crazy crazy stuff umm which is why | kinda now looking back part of me wishes
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someone had intervened before”

“...I worked crazy crazy amounts of hours umm to the point where | worked that much
that | was having HR phoning me to take a day off or they’re going to force me to take
days off...[I've] stopped doing that now and now I only work my shift umm | don’t do

every hour under the sun anymore”

“...I kinda went d’you know what | kinda need help because | can’t keep going through
these periods anymore...it'’s been quite a lengthy battle to actually get to the Bipolar
diagnosis and something that’s actually, actually helpful’

Jamie

“...I was misdiagnosed since | was in my early 20s umm and | was kinda palmed off as
having depression umm | don’t blame the health service or my GP for that because |
was only going to the GP when | was in a very low mood and that’s how | was
presenting so | was given anti-depressants and | was on anti-depressants on and off for
uhh over 20 years basically...they didn’t appear to be working and whenever | got umm
went back to the GP or went to counselling it wasn'’t picked up so it wasn’t until | had a
severe episode umm which led to me attempting to complete suicide that things umm
took a turn for the worst and | was admitted to a psychiatric hospital and it was there |

was diagnosed”
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“being prescribed the wrong medication for my condition which was misdiagnosed that
kinda exacerbated a lot of my condition uh it exacerbated my condition for a long time...”

“...when | had my elated mood throughout the year, like we said probably two or three
times a year umm | thought that was normal because | didn’t know | didn’t know any

different...”

“...s0 I've had some interesting chats with them over the last couple of years and they’re
saying you know your diagnosis makes sense... this kinda wanting to do more and more
and more...so | have had a very different | suppose a different kind of friendship with my
friends now...if we were meeting on Saturday afternoon | would usually arrive early and

we’d be drinking from then...now it’s a case of we maybe go out of lunch...”

“[Without the diagnosis] I'd probably still be drinking | reckon I'd probably still be in the
circle of wanting to be in parties....being extremely sociable as | saw it... I'd probably still

be in that pattern actually’

Steve “...before that | was taking medication and I'll be honest | wasn'’t taking it properly, there
would be times where | would miss taking it. | wasn’t taking — | didn’t take my diagnosis
seriously”
Awareness of Nelson “...you’ve gotta at some point turn your head off to relax and so like this weekend for
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triggers:
avoiding the

symptoms

instance although | was deadly tempted to turn on my work laptop and start doing some
work | didn’t | just knitted all weekend... you’ve gotta step back and relax and reset for
the next week”

“...those occasions are now few and far between because now I tend to nip it in the bud
pretty quick, very quick. There’s a fine line you see between it going too far and being
manageable...”

“...I don’t ever want to come to my desk and go for my hole punch and it’s not there or
my calculator’s no there because then it starts to consume my thoughts ‘who’s got it?’

‘why’s it gone?’...it allows me to work in order y’know”

“I couldn’t handle my workload if it wasn’t ordered... if I fire fight and just leave
everything really messy | would- | would break very quickly...the times that I've been off

work all have been after periods of major change or upheaval...”

“...that grin and bear it mentality you have to have in the forces...is exactly why | ended
up in the hospital to times. ..l wouldn’t bottle everything up as much as | used to...”

Ted

“Sometimes when mania is too bad um there’s not much that | can do that’ll calm it and |
jJust find everything too much so if | then go to [place] it’s calm, there isn’t really anything

there that can impact my mood and tip me over the edge...”
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“...I don’t have specific times and days and things like that when | go to it, it is more I'm

”

having a bad day I’'m just gonna drive there and go for a walk’...

Jamie

“IMindfulness] helped me to umm identify | suppose it’s helped me to identify umm some
of the feelings | have before they become too great | suppose or some of the individual

stressors as well...”

“...we’re really careful about what we put into our bodies with regard to eating and
drinking and being very mindful about that but when we’re watching things or listening to

things we’re not as mindful but it can still... have a really big impact...”

“...I've recently been trying to listen to more upbeat music and | didn’t realise the impact

it has ....impacting on my mood by listening to more upbeat music...”

“...Iit was a number of things that made me realise that it was having an impact, more of

an impact than | would ever have thought...”

Steve

“...in the early stages where I'm starting to feel depressed | will use it as a way to
change my clothes every[day]...to keep my mood up...kind of dress for something or
dress better uh to go to the shops or to see a friend I'll wear something that’s a bit more
presentable than | normally would just to kind of show that I've made an effort in myself

to try and prevent me from feeling lower...”
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“...this works the other way as well that when | — to try and lift my mood | start doing
these things...it can have a difference, it can lift me, but like | said | used to be a model
so my world revolved around how I looked...”

“...[through] positive self-talk, keeping myself busy, socialising, doing all the things | used
to do can bring me out of this lull...”

Fred

“...80 | thought right this it’'s bothering me this is, so | thought right I'm gonna take a
picture of the car, right... so when | see that picture it just reminds me yeah it’s there, OK
the car’s there, it’s nothing mega...”

“...I thought well it’s a coping strategy if you like, it’s helping me to acknowledge the
problem, know the problem is still there, but | can put it there because I've taken a
picture of it...”

“...that’s how | see it, that’s why | took it ‘cause | thought... I'm not gonna push it to one
side y’know or leave it too long”

Sam

“...obviously part of that is pacing myself, realising | need to rest more than most people
so — got to be sensible...”

“... l'try and get on the bike each day and rather than lying in bed all day which | had
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done in the past with Depression....”

“...it's too expensive to do if I'm low so y’know | would pull out in those circumstances...”

Making room:
allowing

disruption

Nelson

“...I don’t think about all the little things because | plan all the little things out, lunches all
that sort of stuff, and | plan as many little things out that | can do in advance so when the
big things hit I'm not overwhelmed by all the little bits and bobs in the background...”

“...I have all [my clothes] ready on the Sunday night. | don’t have to think about it, | just
get up in the morning, pick up the shirt, pick up the tie, wear the same cufflinks, off | go

to work that’s it...”

“...that signifies me preparing for the rest of the week y’know on the Sunday | get

everything ready...”

“...so when | have a little Bipolar blip it, it doesn’t have the massive knock-on effect that

it can do”

Ted

“...I'find painting really really helpful, particularly if 'm manic, | just find that because I'm
constantly moving between colours and brushes and different stuff umm and my brain’s
kind of constantly going | find that it gets me really focused on doing something

positive...”
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“...I'find that there’s times when | can just sit and paint for hours and hours and hours
umm and before | kind of found that it was probably uh just be getting up to nonsense
most likely and doing something | probably shouldn’t be whereas this focuses me on
something positive and | can just do this for hours, | can just paint for hours on end and
that would be alright...”

“...I have spoke to other people with Bipolar and they have kinda found the same where
they kinda find a niche activity that just kinda satisfies the need to be constantly moving

whilst also not being disruptive...”

Sam “...I mean | would say it is about umm | suppose the most important thing is about putting

‘cash in the bank’ by umm being active

We’'re Not Just Living with Nelson “...when you’ve spent all week putting on a face for work...dog’s love you
Managing Mood stigma unconditionally y’know they don’t want nothing off of you y’know so you don’t have to put
Episodes a face on for them or anything like that...”

“...what did happen | will say afterwards is when | did open up when | was hospitalised...
things did change for me markedly... umm the way people treated me ...”
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“...my wife says to me all the time ‘[Nelson] you don’t need to be so open about it’...|
don’t say it to make myself feel better but y’know what | mean it makes me feel better
not having to bottle it up all the time’

Ted

“...my work are pretty understanding with mental health, they’re not as understanding
with me going out and doing crazy, crazy stuff that involves me breaking the law...”

Jamie

‘I suppose [laughs] he, he’s not judgemental [laughs] | suppose, | dunno if that’s a
ridiculous thing to say but he’s not judgemental, yeah | think he, he’s non-judgemental, |
don’t have to put a happy smiley face on when I’'m around about him y’know sometimes

y’have to do maybe when you bump into people or when I'm out and about...”

Steve

“...seeing these products or seeing these clothes...reminds me of how | used to be or
how | am when I’'m in a good place, but it also reminds me...that I'm a failure, that | can’t

do these things at the moment...”

Fred

“...one of the thing that | think about sometimes umm there are people that were in the
same situation as me, the fear situation, knew they’d got depression or Bipolar, right?

They couldn’t deal with it, they had to keep it inside ‘cause of the fear of coming out...”

Sam

“...I think it stabilises to the extent that um you know that people know and they don’t

reject you um so y’know they know some of the, if you like, worst things about you
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[laughs] and you’re still accepted anyway...”

“...I have never had a stigma problem with church...you don’t have to feel like you have
to be on your best behaviour all the time”

Threat

Nelson

“...you can off-load on people so much but you can’t off-load on people all the time...I
couldn’t off-load on my wife every single night, | mean she would end up being ill, so
that’s why | picked [my dog] because...they don’t take on any of your Depression umm
or Bipolar or anything like that...”

Ted

“...I would just much prefer to be normal but | also just know that isn’t really something
that’s gonna be a realty for me anymore...”

“...it kinda got to the point where it wasn’t manageable or sustainable — it was either
gonna be go on medication or potentially get sectioned or potentially do a jail

sentence...”

Jamie

“...Sitting in the house can y’know your thoughts can just, you can [become] overcome
with your thoughts really...”

Steve

“I'm terrified of...I don’t use terrified easily — I’'m terrified of becoming unwell again even

to the extent that I’'m not in severe depression but I'm in low mood because it has such a
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detrimental effect on me and there’s always that worry that that’s just around the corner’

“...if there’s a day when you don’t want to look good or you’re not feeling great and you
decide to stay in your same clothes all day there’s always that niggling worry that ‘oh, is

this the start of a depressive episode?’ is this me not feeling well?’

“...even when I’'m OK | have to kind of keep my mind calm so that | don’t overthink
things because again that can be a trigger for low mood as well. | didn’t ever used to be
like this...”

“It’s almost without meaning to it’s showing to the whole world that I'm not well. I've tried
to keep my — well, not many people know about my Bipolar diagnosis it’'s something |
kind of keep to myself...[but] it’s like I'm showing the world the properties of someone
who’s not well, who hasn’t looked after themselves, who doesn’t care for themselves,

and that for something that is normally so hidden it’s now out there for everyone to see”

“...I'm feeling in a good place at the moment... but it’s upsetting that within such a short
amount of time the simplest things to do [are] no longer the norm and being well is no

longer the norm...”

“...There was a calmness of my mind before, | don’t feel like my mind feels calm now, it

feels numb or it feels manic. There’s no happy medium...”
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“Something that | know that | really love doing is gone and at that point | don’t think it’s
ever gonna come back — I'm terrified that I'm gonna be stuck in this lull...”

“...it's all making me feel better. But how long will it last?...”

Sam

“...I would say now in terms of my emotional health again it is a bit of a two-edged sword
umm on the one hand the fact that | have been unable to work since | was 47 umm and

y mental health had um probably quite a significant effect n what | was able to do...”

“...I just went to bed and read um to try to kind of...escape from the negative thoughts

and feelings...”

Ripple effects

Ted

“...it was difficult to talk about things with family and friends and things like that because

quite a lot of the relationships | had had become uh quite strained just because of how

bad my mania kind of got...which kinda compounded me feeling more alone because it
was almost kinda like people didn’t care”

“...the last year when my Bipolar got really disruptive umm I've been arrested more times
than I'd ever like to have been arrested umm which has then started impacting other
things...”

“...because my Bipolar got quite bad my partner had to move out of our house umm just
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because | was just not accepting help and doing some really crazy stuff...”

“...depending on which mood state I'm in the majority of time my go to is to not eat and
just not feel hungry umm so | have to get my blood checked quite regularly ‘cause | end

up with umm chronic vitamin deficiencies quite regularly...”

Jamie “...my friends aren’t as frustrated with me as they were previously...”
“...a lot of my umm difficulties I've had recently have been connected to kind of financial
difficulties because when I've been in elated moods umm I've been spending and buy a
lot of things and kinda put myself into uh severe debt...”
Steve

“...when | do become well all those months of not looking after myself feel like such a
waste, such a dark period where even the simplest things I’'m not doing — it just reaffirms

how | feel...”

“...it’s definitely hard for my sisters because they don’t know if they’re coming or going,
they’re just trying to look after me and be helpful...”

“...my Bipolar diagnosis doesn't just affect me, it really effects my sisters who are the
only living members of my family now and it’s really disrupted their lives....l didn’t realise
until now when I’'m in a stable point | don’t realise how much of an effect my illness has

on them. They even said to me, for us to see you looking dishevelled, for us to see you
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unwell, you don’t realise how hard it is for us to see you in such a bad place and also on

top of that I've been suicidal so they’ve heard the absolute worst things | could say...”

“...My periods of depression have prevented me from working. I've tried to work and — |
used to be such a reliable, confident worker, | used to be really confident in my abilities, |
was hardworking, | knew how to work — I've gone back to work twice since my diagnosis

and | haven’t been able to work. I'm terrified of not being able to work again...”

Managing Goes
Beyond a List of
Strategies

The
importance of
feeling
supported

Nelson

“...my boss is forever telling me not to work all hours of the night because I'm really bad
at doing that but umm she does keep saying to me you’ve gotta — and she is right in

saying you’ve gotta at some point turn off your head to relax...”

“Well, a lot of the time with me working the way I do...I tend to rely on people around me
to say that | need to step back uh because if | don't listen to people and | do work when |

wanna work it leads to it can lead me to being hyper...”

“...If | say to my wife say tonight when she comes home and | say to her | don’t quite feel

right she will ask me what | mean and she will tell me her judgement of what |- what she

perceives me to look like and feel like and she knows me and if she says ‘oh yeah I think
you need to go and see the doctor’ then I'l go to the doctor there and then...”
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“I'm quite lucky with my colleagues, my colleagues are really good, really good and
they’re very supportive of me in general and my condition y’know so I'm lucky in that

sense”’

“...with my current employer umm and even my previous employers after | left the navy |
still them now about it, irrespective of how they would treat me differently y’know...
you’ve got to open up irrespective of what might happen, you have to open up and tell
people — if they don’t know they can’t help ya and they can’t support ya... you've just
gotta take that gamble y’know...”

“...I would trust in people y’know if they say for instance my mate comes up to me and
says ‘look I'm a bit concerned about you mate, are you alright, what you doin?’ | would
have a word with myself and think right OK what’s going on here y’know if he said
something there must be something up...”

Ted

“...yeah the first appointment really was like that where it was ‘here’s your medication I'll

see you in a few months uh bye’...”

“I did mostly want to capture the loneliness because | think I've found that the most
prominent feature umm just how lonely I've felt and | felt that captured what | was trying
to put across...”
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“...I've kind of found that that’s been most of my experiences that tryin to find someone
that gets it and is there to kinda understand umm like even my counsellor was just like
I've only actually ever worked with someone with Bipolar once before and it ended
disastrously because the person needed medication not counselling so it ended there,

so even my counsellor has never really dealt with Bipolar...”

“...I've been in and out of counselling since | was like 15 we decided uh and there’s
been times when it has worked really really well where I've had really good
counsellors... and counselling has had a positive impact on me and then there’s been
other times where it was just a waste of both our times so it kinda makes sense but |
think | actually really like the counsellor that | have no because she is really
honest...from a professional perspective | think she’s finding it quite [laughs] interesting

Just not knowing what mood I’'m going to be in and just dealing with it as it comes...”

“...the CPNs at the time...were just coming round on a daily basis phoning me a few

times a day just to make sure that | hadn’t hadn’t done anything umm...”

“...there’s also nobody human or otherwise that’s ever as excited for me to come home
[than my dog]...the noises that she makes if | don’t come in and immediately go and see
her is ridiculous... she knows when there’s something up and will then try and do things
to fix it, if she knows I'm sad it will probably go from sitting on my lap to more trying to sit
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on my chest and keep me more protected so yeah she just kinda knows when there’s
something up and then tries to fix it whichever way is actually possible when you’re only
a three and a half kilo dog [laughs]...”

Jamie

“...I think if it was mainly females in the group | may have felt a bit more reluctant to
return because | must admit when | first heard about the support group...l was a bit
reluctant to go...I'd quite misconstrued ideas about what I'd be walking into umm but I've
been pleasantly surprised there’s been such a wide range of people go along umm and

we support each other yeah it’'s been very useful...”

“...having that companionship of the dog as well has been greater than | would ever
have expected...there’s a kind of emotional link and companionship as well... | wasn’t
particularly a dog person before but now having him | [laughs] very much am and really
feel the benefits from just having him around y’know just from being there...”

“...people who are that that tends to be something that | do, so my family members have
said ‘are you feeling a bit better? You’ve been in touch a bit more um we were a bit
concerned about you we were giving you space etc.’ so people seem to be more aware

now that’s something that | tend to do...”

“...when | withdrew my mum now understands a bit more about how y’know | will get in

touch at some point because before she would phone up if | hadn’t phoned and say
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‘what’s wrong?’ ‘are you alright?’ things like that whereas now there seems to be a bit of
a mutual understanding that y’know if I'm not been in touch for two or three days y’know
it’s fine y’know I’'m just feeling a bit more low or not particularly wanting to talk to
people...”

“...1didn’t realise that until late last year, earlier this year, when | took the time out to
think about it um and really | think it’s after people have said ‘I've noticed you’ve been a
bit quiet, have you been OK? Y’know we’ve been giving you some space’ so yeah it’s

probably been picked up um quicker y people ‘round about me than myself....”

“...80 at the end of last year umm my wife and | went through all my direct debits and

said d’you need to keep this, d’you need to keep that etc..”.

Steve

“...s0 I live with my sister so | really trust her so if she’s telling me to do something —
especially in that depressive stage — then it’s for my own good. It’s like | can rely on
her...as horrible as it sounds in that stage | give up on myself so | rely on her or trust her
to say if she says something to me it’s because she knows | need to do it...”

“...I was not in a good place when | started the medication. | had been voluntarily
sectioned...l was given these medications, | wasn’t told what the medications were at
that time, | was just handed medication ‘take them’...| wasn’t told about side effects, |

wasn'’t told about uh why | was taking these medications what would be the — by taking




PICTURES SPEAK A THOUSAND WORDS

188

this tablet it will help you with this, this, this and this, it was almost again returning to a
child...”

“...as horrible as this is gonna sounds and its gonna sound terrible, it’s almost like they
enjoy me being ill, 've become their pet project again, I've gone back to being 12 years
old...by having this diagnosis, by being unwell, they now have the right to tell me what to
do...”

“I've not missed any medication this time round and like | said it’s not out of fear that I'll
go manic, there is a trust, | do trust my doctors and | do trust my health professionals
and | do hope they’ve got my best intention, but there’s always that worry that [laughs] if
I’'m just numbed then I’'m not going high, I'm not going low, it’s easier for them. As
terrible as it sounds, if I'm high or manic...l have to be in the hospital, | have to use
resources. If I'm on medication which numbs me, | might be depressed but I’'m no worry

to anybody outside of my home...”

“l just feel like it’s brushed off...I feel like it's almost a ‘well you take medication and
there are side effects’. That’s not what | want to hear [laughs] what I'm trying to say to
you is | don’t think | can handle my side effects...l get dismissed. | get dismissed. Or

more medication is added which | don’t want because | don’t want even more side

effects”
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“...I have a partner, it’s very hard, and again that was just dismissed as ‘well, you’re
taking anti-psychotics and sexual dysfunction can come from that... it’s almost like ‘well
you’ve got Bipolar, you’ve got to take these medications, tough’ not ‘OK maybe we can

change’...”

“So | went into this review with the idea that my medication would be changes, but | said
this to them and there were like ‘no we’re not changing it, let’s keep it the same’ so that
went completed against what they said to me before... you’re telling me one thing when
I’'m depressed and I'm clinching onto these kind of comments that give me hope and
then when | come and see you the next time it doesn’t happen and not only that any kind

of concern is dismissed...”

Fred

“...I can’t remember which year it was, | wish | could, and his name was , yeah | won't
give his name out [laughs] and he was an engineer and he said it won’t go away you
know’ and | thought ‘he’s right it won’t’ and he said well my wife’s a nurse y’know and it
won’t go away he said you y’know you need to make an appointment with your GP and
uh | made an appointment with the GP...”

“...I had my appointment with the CPN...I saw her for twelve months and uh | used to go
| think it was monthly or something like that and uh she says ‘oh | think you’re a bit better

now [I'll sign you off’ you see and u anyway umm | wasn’t so | was really struggling then
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with [work] so what | did was | took uh voluntary redundancy...”

“I think one of the things, first things that comes to mind is to see people with a similar
disorder...we’re all completely different and it’s lovely to see them...”

“...the wife and | had a nice little discussion on the Sunday morning about uh different
things...she was quite um uh engaging about it all y’know...just mulling it over...so that

was really nice”

Sam

“I felt um a kind of spiritual sense of God saying ‘I want you”

“...well I'd analyse it as representing all that our marriage represents...[without her] |
wouldn’t be here...l don’t think, | mean if she’d have left at that point | don’t know how |
would have coped or what would have happened...”

“...I mean basically she’s been essential to managing my moods whether they’re high or

low or normal...”

“...like when | was in the hospital here, she would visit twice a day y’know when she was
allowed to so y’know nobody else was experiencing that. That’s just one, one for

example...”

“...that’s only a very minor caveat, | mean the much more important thing again is the




PICTURES SPEAK A THOUSAND WORDS

191

sense of acceptance, the sense of community, it brings both of those things

together...it’'s an atmosphere of acceptance and openness y’know...”

“Otherwise you get sucked into your own little world which is, particularly in the current

circumstances, something that isn’t very helpful’

“Yeah I retired at 47 having managed a Christian medical practice um | almost put a
photo in to represent that time because | was with them for 20 years and obviously being

in a situation where | was understood medically was helpful’

“...I went to a Bipolar group which | was quite cynical about um but actually was really
helpful...each week one of us would talk about our experience, so again there’s that

sense of community, of having something in common...”

Part of Nelson “...I'll be honest it was a promise | made to my wife uh because both occasions when |
something had a major episode | run away y’know | just disappeared...l promised my wife when |
bigger came back this time that | wouldn’t do it again, | would follow my regime, | would speak
to my doctors, | wouldn’t keep anything to myself...”
Ted “...one of the photos that you’ll see which we’ll probably discuss quite a lot is umm so

my grandma passed away umm about 18 months ago....she really drummed it into us

that if we...don’t help students and people training to do jobs then we won’t be able to
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progress in science...and society won’t get any better...she spent most of her life
volunteering for anything she could...and | decided when she passed that | was going to
continue to do the same...I've ended up doing some really random stuff [laughs] but it’s
been good, | understand why she does it because you do feel like you’re helping...”

“...[my dog] has also been one of the biggest reasons when I've been suicidal that |
haven't killed myself umm especially when | was given [her] | was really really suicidal at
the time...”

“...I don’t think that [my dog] would particularly cope without me umm...it’s just | don’t
think | could leave her umm | just don’t know that she would cope to be honest...”

Jamie

“...if it wasn'’t for the dog | would be in a low mood for longer and really he has — |
wouldn’t go as far as saving my life but he’s made things umm he’s given me a purpose |

guess to get out of bed in the morning, yeah”

Fred

“..especially...when we’re doing the Bipolar education [group] umm | think it’s — | don’t
know if it’s ‘cause no one else ever seems to say anything and I've got something to say
so | do...and hopefully whatever | say might help the people, and the person running the

course...y’know just put it out there...”

Sam

“...I'm keen to do anything | can to help with uh growth of understand of um uh more
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effective treatments of mental health conditions...”

“...obviously in the current situation there’s quite a lot of pressure and she was talking
about her anxiety so know it’s umm then you can say well I've got mental health

problems too...”

“...this is part of faith you try and reach out to people where they’re at and offer comfort

where you can...”

“...it is the opportunity to talk to others about Bipolar Disorder, my experience, just
answer their questions...it certainly should increase understanding...it’s a sense of
having some kind of expertise which is useful to other people...”

Right tools for
the job

Nelson

“I've always done...as | adopt routines, | tend to be one extreme to another y’know so if |
haven’t got a routine in place then I’'m quite y’know [shudders] but if I've got a routine

then it’s a routine... *

“...after my second hospitalisation when | come out and | got my regime — some of the
routine of submarine life shall we say — and that management system and I've utilised
some of those skillsets for now...”

“...now me and [friend] both have the same taste in music and ever since he has been
there for the last couple of years now he’s dragged me out to many, many gigs and
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y’know if he wasn'’t there and he wasn’t saying ‘oh come on let’s go to this one, let’s go
to this one’ I'd have just been at home every night y’know well like | was for years...”

“...1 didn’t have any friends [here] for years | didn’t have any friends because | worked

mainly with women and uh having that one person or y’know a friend...”

Ted

“...Ifind [painting] fairly easy to get into it because | quite enjoy it umm and | like, like the

end product and stuff like that as well so | don’t find it that difficult to get into it umm...”

“...s0 I've got an anchor [tattoo] on my wrist, right below my hand...the position it’s in is if
| have my hand anywhere it’s the first thing you see and | got that specifically to uh try
and ground me when | was having a particularly bad day...”

“...llive really close to umm [place] which is an old mental asylum and um also a village
that’s closed down... during the summer | probably walk around it most days um just
because the buildings are big, old, beautiful buildings...it’s...really really
peaceful...there’s just something really peaceful about going there...it’s just peaceful
and quiet and calm which isn’t that easy to find in many places...whilst there are people
that will go and walk their dogs and stuff...there’s never really that many people there so
it’s almost like a guarantee to go there and just have peace and quiet”

“...there’s about 20 buildings that span miles so if I'm just not in a place to be dealing
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with people there is places where | can go and hide and | just know that people won’t go

there..”

Jamie

“...I think reading about it umm or certainly for me |- reading about it umm | got a bit of
idea of what it was about but through having having somebody guide you through it from
how you should be sitting, how you should be breathing etc. really did help...”

“...I suppose | see Mindfulness as quite a personal thing...for an instructor or tutor to
guide people through it must be quite difficult...I think I'd be quite distracted...people can
probably do Mindfulness wherever but umm | prefer to do it somewhere quiet |
suppose...without distractions so | think if | was other people in the room I'd be very

conscious of that...”

Fred

“...perhaps I’'m fortunate umm yeah the impression | get — and they can’t help this — from
some people ‘I've got Bipolar, I'm on medication, yeah, I've been advised to go on this
course# and they can’t help it y’know whatever y’know umm and umm they’re perhaps

not as open-minded as me and uh | just consider myself fortunate in some respects

mainly umm uh because | can just seem to take it on if you like...”

“...the one | learned about on the course was this quick-fire Bipolar [laughs] | call it quick

fire, you can go from manic to depressed um so can you can go from high mood to low
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mood in [snaps fingers]...and that was that was something | learned — fascinated me”

Sam

“...I mean the other aspect umm is the privilege of where we live...when | do have a
cycle ride for exercise | just go straight along the seafront um looking at [picturesque
location] which is nice...I mean it’s certainly a contrast to living in London...I mean just

the amount of sky we can see and uh yeah fresh air’

Medication is a
Necessary Evil

Side effects
are a

misnomer

Nelson

“...I'm trying to remember the first mood stabilizer | was on because it didn’t agree with
me... it made me feel very flat. It controlled my moods but | just didn’t get happy, sad, or
anything, | was just flat...then | stopped taking it...”

“...I don’t get any side effects from [current medication] apart from | get one from
Mirtazapine...it makes me hungry so at night when | take it - because | take it [at night]
because of the sedative quality to help me sleep — | get really hungry. And yeah you eat
a lot. You eat a lot. And | will say my weight isn’t as bad as probably what it could be, |
mean but it’s not as good as it could be either...”

Ted

“...there is sometimes when I'm sleepy from all the tablets and stuff that I'm kinda like
[sighs] ‘I used to be able to stay up all night and just get stuff done’ whereas now | just
sleep because it just makes me so tired...”

“...the only other thing that umm | made sure was in [the photo] umm that wasn'’t actually
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painting related is umm the big can of energy juice. | find that has kinda become my life
where if | don’t have a can of energy juice there’s just no [chance] that I'm getting up in
the morning, or moving, or doing anything uhh | kinda don’t function without caffeine

anymore”

Jamie

“...80 half of the story of that photo was to do with the benefits of medication when you
when you have uh the right combination ‘cause sometimes that can take a long time for
people...the reason that | took that as well is because I've had a lot of side effects from

medication over the last seven-eight months...”

“...the reason I've taken the photo was umm because as well as medication providing a
positive effect the side effects I've been through have been really really difficult and
they’ve probably prevented me from getting me back to work sooner, mainly because
some of the medication | was taking was kinda creating lethargy, | was extremely sleep
a lot of the time umm | was gaining a lot of weight on some of the meds uh it was making
me crave carbs so in the end y’know | suppose the medication is supposed to make you
feel better about yourself but in a roundabout way it [laughs] ended up making me feel

more miserable because | was so tired | couldn’t do anything...”

“...certainly last year when | was really struggling with the side effects | was very
reluctant to keep on taking the medication...and they were very quick acting side
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effects... the medication | was on last year seemed to cause side effects a day or two
after | was taking umm but | found out later that was normal for that medication at a later
date...”

“...I think there was gonna be some benefit, | was starting to feel some benefit umm in
mood changing to become more balanced but the side effects were kinda outweighing
the benefits of [laughs] of the medication of the kinda pros of the medication...”

“...they do overlap [with mood symptoms] and but they can create such a negative they
can have such a negative impact on you y’know if you’re already struggling with low
mood that ties again with the side effects and you just really really- I've really really

struggled to get any peace, any happiness at all at that point...| was in such a low mood

and | think a lot of that was caused, | think it was frustration like a lot of it as well was |
was quite frustrated as well thinking | should be better by now y’know I've taken all this

medication, there should be some kind of relief now but there wasn’t...”

Steve

“...s0 after my last episode | was put on Risperidone and | didn’t realise that Risperidone
can lead to weight gain and increased appetite...| knew there were certain medications
which can lead to increased weight and appetite, | just didn’t realise Risperidone was

one of them. But since taking Risperidone I've put on two stone...”
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“...1 didn’t believe that the medication was helping me, if anything I felt like the
medication was causing me huge side effects uhh which were really an obstruction in my
life...”

“...I blame the medication...I've convinced myself it’s the side effects of the medication —
my low mood is due to the medication. The whole point of taking medication is for you to
be kept well and I'd forgotten that because of how | felt...”

“...I thought when | got the diagnosis | had a moment of joy because... it almost felt like
‘oh they now know what’s wrong with me then can give me something to help, | can get
help’ but the medication hasn’t helped...the side effects of the medication have greatly
outweighed what | see as the reason for taking them...l know | have to take them but I'm
no longer who | used to be — I'm living a sedated life now [ feel [pause] | feel like my

emotions are completely lost, | don’t feel happiness the same way | used to, | don’t feel
sadness the same way | used to — | barely cry now, | can barely feel my emotions and
you think to yourself, this is why | came off medication that time, | was like | would rather
have ups and downs and feel alive than be in a numbed state, a numbed continual

state...”

“...I've been experiencing sexual dysfunction for a long time now which | raised...how
can | lead a normal life, how can | be happy with my partner, if | can’t have sex with
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them? Or there’s no desire to have sex?...[my libido] is gone, it’s gone...it’s a big part of

my life and again it’s another — I've lost an element of me...”

“...I've also felt even more numb since taking it. | take it in the morning — it can cause
drowsiness, it can cause uhh fogginess, memory problems. My memory recall has gone
out of the window. This is something that day to day has a huge impact on your life...”

Medication
isn’t just taking
pills

Ted

“...s0 at the moment for my Bipolar | take 300mg of Quetiapine umm so that’s just one
tablet a day, umm but I'm going up to 350mg of Quetiapine at night and 50mg in the
morning and then they’re putting me on a mood stabilizer which is three times a day

umm management | take Omeprazole for my stomach | take Amitriptyline to help me go

to sleep which is two of them umm and then | take uhh vitamin D and folic acid...”

“...it's difficult because | don’t mind taking my pain medication as much | think because
for me | know for my pain medication ones if | don’t take them the consequences are
really quick and I'm in a lot of pain really quickly and it really impacts my life — whereas
my relationship with my Bipolar ones is a bit different umm because even my partner

says that it’s difficult because there is actually some positive aspects of being Bipolar...”

“...it is difficult because there isn’t going to be a medication that’s only going to take

away all the bad parts and only keep the good parts...”
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Jamie “...I suppose | was maybe trying to represent the umm | suppose the amount of tablets
maybe in some way...it'’s even things like the preparation of the tablets...| do my tablets
umm for two weeks so it does take quite a bit of time to do that y’know it’s quite time
consuming...”
Steve

“...I've always been a healthy human. I've never uh been in hospital I've I've looked after
myself, | don’t have Diabetes, | don’t have any long-term illnesses, | don’t suffer from
asthma, so I've never really umm taken medication. The most I've taken is paracetamol
and | rarely take paracetamol... so this has been such a huge shift from the moment |
first had my episode... when | was admitted, voluntarily admitted into hospital, that day
of taking no medication changed and it's become such a big part of my life now. It’s
strange though because for something which takes less than 30 seconds to do, to

physically um to take the medicine, has now become such a huge burden in my life...”

“...1 still think Risperidone isn’t probably the right medication for me but I've gone on
Aripiprazole before and | had different side effects to Aripiprazole so unfortunately the
link has been cemented in my mind that medication leads to unhappiness, medication

leads to I'm not who | used to be...”
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Appendix V: Supplementary Photos (Nelson)
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Appendix V: Supplementary Participant Photos (Ted)
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Photograph not reproduced here due to issues of
anonymity
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Appendix V: Supplementary Participant Photos (Jamie)
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Appendix V: Supplementary Participant Photos (Steve)
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Appendix V: Supplementary Participant Photos (Fred)
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Photograph not reproduced here due to issues of
anonymity
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Appendix V: Supplementary Participant Photos (Sam)
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Photograph not reproduced here due to issues of
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Paper Three:

Executive
Summary

Pictures speak a thousand words: Using photo-elicitation and
IPA to explore men’s experience of mood management
following a diagnosis of Bipolar disorder

WORD COUNT: 2103
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Introduction

This paper has been prepared for a target audience of practitioners and
service users alike. Feedback from a service user was sought in order to

ensure the suitability of the paper for this purpose.

Bipolar disorder (Bipolar) is a mental health condition. People diagnosed with
Bipolar sometimes feel very low in energy and mood. At other times, they
feel very high in energy and mood. These periods of low and high mood are
referred to throughout this paper as ‘mood symptoms’ or ‘mood episodes’. In
between these mood episodes, people with Bipolar typically experience
periods of ‘normal’ or ‘stable’ mood. Despite being considered a lifelong
condition people’s experiences of Bipolar are very varied, with some people
having ‘stable’ moods for many years.

To manage their mood symptoms, the National Institute for Health and Care
Excellence (NICE) recommends that people diagnosed with Bipolar take
medication and receive psychological therapy. However, many people are
not offered therapy, and the evidence supporting how useful it is remains
limited. It is also common for people diagnosed with Bipolar not to take their
medication as prescribed.

When asked about managing mood symptoms, people with Bipolar have
reported lots of strategies including eating well and exercising, as well as
understanding the things which make mood symptoms more likely. These
sorts of studies are often limited to particular sub-groups, such as people
who are managing their symptoms well, or have experience of a particular
intervention. This means we can be less certain about how well they

represent the experiences of other people diagnosed with Bipolar.

Another important issue is that there are no published qualitative studies
about Bipolar which look specifically at men’s experiences. This is despite a
number of published studies exploring women’s experiences. When
comparing men and women diagnosed with Bipolar, studies have found

differences such as the methods used to manage symptoms, and the pattern
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of symptoms. In one study, men diagnosed with Bipolar saw themselves as
less masculine than other men, whereas women did not see themselves as
less feminine. Therefore, there might be something unique about how men

experience Bipolar, and their ways of managing symptoms.

What did the study aim to do?

Explore how men make sense of managing mood symptoms, including what

helps and what does not help.

What was done?

The study was first reviewed by a Staffordshire University Ethics Committee,
before being approved by the NHS Health Research Authority.

To be included in the study, participants had to be:

e Male, living in the UK

e Aged 18+

e Diagnosed with Bipolar

e Not currently experiencing mood symptoms

e Able to speak English fluently

e Able, and willing, to take photographs and send these to the author

Participants were unable to take part if they also had a diagnosis of:

e Schizophrenia
e Schizoaffective disorder

e Borderline personality disorder

Before being able to take part in the study, men answered some screening
questions to make sure they met these criteria. This included completing
three questionnaires. As they were not asked to provide evidence of their

Bipolar diagnosis, one of the questionnaires was used to help confirm that
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they would likely meet the criteria for a diagnosis. The other two

questionnaires were to measure current mood symptoms.

Six men took park in the study. They were aged between 28 and 71, and

three were in full-time employment.

They were asked to take photographs which
captured something important about managing
mood symptoms. They were asked to choose six
photographs to bring to an interview where they

were asked questions about the photos and what

they meant.

This part of the process is known as ‘photo-
elicitation’ and is a helpful way of exploring /
men’s experiences. It allows people taking
part in research to be more in control of the

interview process and talk about what is most

L

important to them.

Some of the interviews took place face-to-

face, and others over the phone, depending on whether it was convenient for
participants to travel. The interviews lasted between 71-104 minutes and
they were audio recorded so they could be typed up word-for-word. The
transcripts were then analysed following a process called Interpretative
Phenomenological Analysis (IPA).

IPA tries to explore how people make sense of particular experiences, and
the meaning that these experiences have in their lives.

What was found?

Four main themes, consisting of 11 sub-themes, were identified. The four

main themes are summarised below.



PICTURES SPEAK A THOUSAND WORDS 227

Managing Symptoms: Living with the Enemy

Most of the men described mood symptoms to be very negative experiences,
with very negative consequences. They described the diagnosis as helping
them to ‘take the symptoms seriously’ and start doing things differently in
their lives. An important part of managing symptoms was about avoiding
them. This was often achieved by avoiding situations which can make moods

worse (known as triggers), such as working too much.

However, some strategies were about accepting mood symptoms and doing
things to accommodate them. For example, finding ways to channel
increased energy into something ‘productive’, or keeping exercise routines
going so that the effects of Depression were less far-reaching:

; 3

| have always managed with um trying to

keep stuff going then there’s a less sharp

hill to climb once you’re better... again it’s
this business of not dropping too many
things so you don’t have to go through

the business of picking them all up

again... (Sam)

\. J

We’re Not Just Managing Mood Episodes

All participants spoke about managing more than just mood episodes, in

particular living with stigma:

...If l actually wanted to... come out if you like, come out, I'm thinking
[shudders] y’know? So there were two things: the fear that I've got... this
thing, Bipolar, and then the fear or the challenge or whatever to actually
accept it and... try and get some medication for it or get some somebody

that could help me (Fred)

. /
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Some participants described how Bipolar can be a threat in their lives, as
well as how life becomes disrupted between mood episodes:

I’'m now stuck with two extra stone in weight and
I look at myself and it reminds me that I've done
this because | wasn’t well, I'm not how | used to
be and it’s a reminder every time I look at
myself. So | can style my hair, | can trim my

beard, but | don’t feel good about how | look

because of my excess weight... (Steve)

- J

Managing Goes Beyond a List of Strategies

Some of the photographs taken by the participants were about practical
strategies that were helpful, such as exercise or mindfulness. However,
when discussing them, participants described the strategies themselves to
be only part of the process. As well as knowing helpful strategies,
participants felt they needed the ‘right tools’ for the job. These could include
activities being accessible, such as being guided through mindfulness using
a smartphone app. For one participant, it was about activities that provide the
benefits of socialising without the pressure to ‘be sociable’:

f

...even when you’re low y’know it’s good to
try and push yourself to go out and socialise
with people y’know and the benefit of a gig
is you don’t have to interact with people...

(Nelson)
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Participants also described what they needed beyond the strategies, which
included a need to feel supported, and to be part of something bigger than
themselves. For some, this meant using their own experiences to help other
people. For others, it could include a commitment or duty to someone else:

...having the dog has made me go out the
house, makes me get up in the morning,
makes me walk at least two times a day

as well, the dog needs to be fed in the
morning, he needs walks in the morning,

he needs walks in the afternoon... (Jamie)

. S

Medication is a Necessary Evil

Four of the participants were diagnosed in the last five years. Each of them
brought a photograph of medication to the interview. Though there was a
sense that medication was a necessary part of managing Bipolar, the
participants described them to be very difficult to live with. The men
described how side effects from medication could become their main
concern (becoming more bothersome than the symptoms themselves),
particularly when the side effects impacted on important aspects of their
lives. Some participants also described that taking medication is not ‘just

taking some pills’ and that it can be a big part of their life:

...there’s just times where it’s just exhausting
and | would much prefer not to have to go to
appointments and much prefer not to have to
go t- to take medication and not to have to go
and get tests and stuff like that trying to make

sure that everything’s fine... (Ted)

\. J
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What do the key findings tell us?

e Although men with Bipolar may see themselves as less masculine, the
men in this study did not talk about their gender. It is therefore
possible that perceptions about masculinity are not an important
aspect of managing Bipolar symptoms.

e Receiving a diagnosis of Bipolar can be helpful for men to start
recognising symptoms as ‘a problem’ and begin doing things
differently to manage them in the longer term. The benefits of the
diagnosis in promoting ‘recovery’ from symptoms has been found in
previous research.

e The findings highlight that an important aspect of managing Bipolar
can be making room for disruption (caused by triggers and symptoms)
rather than only avoiding it.

e Life with Bipolar can mean having difficulties beyond mood episodes
e.g. experiencing stigma. These findings are consistent with a recent
review of what people find distressing about living with Bipolar.

e The findings build on existing research which identified support
networks to be an important aspect of managing. They also highlight
how being ‘part of something beyond themselves’, e.g. using their
experiences to help others, can provide a sense of purpose which
supports managing symptoms.

o Knowledge of helpful strategies is not always enough - there are a
number of factors which can impact how helpful strategies are for
individuals. For example, whether techniques such as mindfulness are
available in a format which supports the way the person learns.

e Recently diagnosed men experience a number of barriers to taking
medication, whilst seeing it as an essential part of managing.
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What might this mean for practitioners?

The findings suggest that men may be receptive to Acceptance &
Commitment Therapy (ACT) which sees strict attempts to control things as a
problem in itself, and advocates people embracing even unpleasant
experiences openly. However, more research is needed to support the use
of ACT with those diagnosed with Bipolar.

Practitioners should be willing to adopt more holistic approaches to working
with service users diagnosed with Bipolar; supporting the improvement of life

beyond mood episodes.

Opportunities for men diagnosed with Bipolar to take part in valued activities,
which promote a sense of purpose, should be explored. This may include
opportunities to use their lived experiences to help others or develop
services. However, it is important that ideas to facilitate this are not restricted
to any one proposal.

Practitioners should avoid ‘prescribing’ strategies (e.g. exercise or
mindfulness) for people to manage their mood symptoms. Time should be
spent exploring what these activities would mean to service users, and what

potential barriers they may face.

Clinical psychologists may play an important role in supporting medical
colleagues prescribing and reviewing medication. They could work alongside
colleagues and service users to support a better understanding of concerns
about medication, as well as psychological and social factors which may be
contributing to mood symptoms.

What did the study do well?

By excluding men who also had a diagnosis of Schizophrenia,
Schizoaffective disorder, or Borderline personality disorder, the author could
be more certain that participants were reflecting on ‘managing Bipolar’
specifically.

231
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What could be improved on in future research?

Men in this study were only interviewed at one point in time, meaning they
were only making sense of their experiences at a particular point in time.
Indeed, they made sense of their experiences when they were not currently
experiencing a mood episode. As Bipolar is understood to be a lifelong
condition it may be helpful for future research to consider interviewing
participants at more than one time-point. This would help us understand the

ways that management of symptoms may change over time.

Even though the study did not set out to recruit men who were ‘higher
functioning’, the men who took part could be seen this way. For example, all
of the men were in relationships; most had completed higher education
qualifications; and half of them had a full-time job. Future research should

consider ways to represent a broader range of views and experiences.
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