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Thesis Overview

This thesis is submitted by Reham Al Taher in partial fulfilment for the degree of Doctor
in Clinical Psychology (DClinPsy) at the University of Birmingham. It contains three chapters.

Chapter one of the thesis comprises a literature review: a meta-ethnography exploring
personal accounts of the facilitators and barriers to seeking help for First-Episode Psychosis
(FEP). The process of the meta-ethnography consisted of extracting, appraising, and synthesizing
a total of 15 qualitative and mixed-method empirical studies. The second chapter is a qualitative
study using Interpretive Phenomenological Analysis (IPA) to explore how spiritual care staff
make sense of experiences otherwise termed as “psychosis”. The third and final chapter presents
a “press release” of both chapter one and two, outlining its main findings in a manner that is

suitable and appropriate for public dissemination.
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Chapter 1. Literature Review

EXPLORING PERSONAL ACCOUNTS OF THE FACILITAORS AND BARRIERS
TO SEEKING HELP FOR FIRST EPISODE PSYCHOSIS (FEP): A META-
ETHNOGRAPHY



Abstract

Background: First-Episode Psychosis (FEP) can occur in several ways, making it difficult to
detect by services, families, and service-users themselves. Along with services focusing on
early detection, which includes finding facilitators and barriers to seeking help for FEP, there
has been growing qualitative research on help-seeking for FEP from those with lived

experiences.

Aim: This meta-ethnography aimed to synthesize the findings of qualitative studies that

explored personal accounts of the facilitators and barriers to seeking help for FEP.

Methodology: 15 primary articles were identified through eight electronic databases and
reference checking. These papers were assessed for methodological quality using two
qualitative checklists (American Psychological Association, 2018; NICE, 2012). These
articles were analyzed following the guidance of Noblit and Hare’s (1988) seven-phase

methodology.

Results: The synthesis suggested a chronological process; during FEP’s early emergence,
most did not seek help, but normalized or contextualized experiences to other psychosocial
stressors. As FEP intensified, feelings of uncertainty grew about their initial interpretation,
which led to participants generating explanatory frameworks about these experiences.
Frameworks either led to or delayed help. Helpful involvement from significant others and

services led to help-seeking, while less helpful involvement delayed it. If effective help was



still not sought, most experienced a “tipping point” which led to urgent help from services.

Facilitators and barriers were also affected by individual, gender, and ethnic differences.

Conclusions: FEP and help-seeking appears to be a process that is affected by and related to

one’s intertwining intra-and- interpersonal, cultural, individual, and systemic roles.



1. Introduction

Psychosis refers to experiences of hearing voices, “odd” beliefs, difficulty maintaining
cognizance, and exhibiting limited reality-testing behaviors (Arciniegas, 2015; American
Psychiatric Association, 2013; World Health Organization [WHO], 1992). It has been
demonstrated as having a significant impact on a person’s psychiatric, neurodevelopmental, and
medical condition (s), thereby becoming an important target for services to facilitate effective
assessment, intervention, and care (Arciniegas, 2015). Meta-analytic studies and other research
also show consistent associations between duration of untreated psychosis (DUP) and poorer
management of these experiences (Penttild et al., 2014; Ruiz-Veguilla et al., 2012; Wong et al.,
2020). Moreover, mental health difficulties such as psychosis may be both the cause and effect
of social exclusion (Killaspy et al., 2013). This not only lessens opportunities for individuals to
participate in key areas of economic, cultural, and social experiences, but is also associated with
poorer clinical and functional outcomes (Anderson et al., 2020). Therefore, timely help-seeking

to appropriate services is crucial.

1.1. What is First-Episode Psychosis (FEP)?

A First-Episode Psychosis (FEP) refers to the time a person first has psychotic experiences
(Bromely et al., 2015). FEP can occur in a variety of ways and across diagnostic categories,
making it difficult to ascertain and provide help for, especially since it is not typically diagnosed
when a person first presents at a service with psychotic-like features (Bromely et al., 2015; Rae
et al., 2020). As such, there has been considerable debate about the usefulness and validity in
how psychosis has been a) conceptualized in the literature as a diagnostic category and b)

theorized as a biologically-based illness (Cooke, 2020). For example, there appears to be a



relationship between psychosis and trauma and strong correlations of childhood sexual abuse and
onset of psychosis (Bebbington et al., 2011; Mueser et al., 2010; Read & Larkin, 2008; Stanton
et al., 2020), which can result in negative perceptions of the self, low mood, paranoia, anxiety,
and increased sensitivity to stress — all of which can also appear in psychotic-like experiences
(Schifer & Fisher, 2011; Stanton et al., 2020).

Current conceptualizations of FEP identify three phases (Fusar-Poli et al., 2017), with a
variation in the duration of each phase depending on the person and their circumstances (Chen et
al., 2019). The first phase refers to a period when a person exhibits subtle changes, such as
difficulties in concentration, motivation, mood, anxiety, withdrawal, and having “odd” beliefs
(Bromely et al., 2015). Detecting psychosis at this stage tends to be difficult (by services, the
person’s family, and the person themselves) (Fusar-Poli et al., 2021). The second phase includes
experiences such as hallucinations (e.g., hearing voices), confusion, delusions, and significant
distress; this can lead to some family members noticing changes and possibly considering help-
seeking (Bird et al., 2010). Finally, the third phase refers to the period when the person receives
help, which often consists of psychiatric and/or medical treatment from services; it is during this
phase that many recover from FEP, with early detection increasing the chances of a person
making a full recovery, but some do recover spontaneously, as well (Huxley et al., 2021; Rae at

al., 2020).



1.1.1. Challenges detecting FEP in the western world

Because FEP can initially go undetected by services, this increases the risk for DUP and its
associated consequences (Hansen et al., 2017). As such, services (mostly in the western part of
the world) have increased their focus on early detection for psychosis over the past several years,
with interventions being aimed to reduce DUP and provide specialized interventions and
treatment for FEP (Albert & Weibell, 2019; Correll et al., 2018). Their focus also includes
finding detectable characteristics, facilitators, and barriers to seeking help; help-seeking can be
generally defined as “communication with other people to obtain help in terms of advice,
information, treatment and general support in response to a problem or distressing experience”
(Rickwood et al., 2005).

Cairns and colleagues (2014) found that help-seeking tends to occur when there is a presence
of voice-hearing, mood disturbances, and an overall decline in the person’s wellbeing, including
self-harm. Further, in a latent class analysis on 568 practices in the UK, Chen and colleagues
(2019) found that for FEP most reported experiences were mood-related, “neurotic,” and/or
physical complaints, followed by cognitive and behavioral changes. The study also reported the
median age for receiving a diagnosis of a psychotic disorder to be 30 years old, with more males
diagnosed than females, and that the median time of receiving a diagnosis was 2-2.5 years from
the person first entering the service. Whilst these studies have been helpful in the delivering and
planning of service outcomes, it has been criticized for overly-focusing on the roles of healthcare
providers and services; research has recommended to include other perspectives, namely from

the service-users themselves (Albert & Weibell, 2019; Cairns et al., 2014).



1.1.2. Increasing our understanding of help-seeking for FEP from different
perspectives

Meta-analytic, quantitative studies, and qualitative studies have developed our knowledge of
FEP from different perspectives. A systematic review on qualitative, quantitative, and mixed-
methods research studies found perceived stigma within individuals with FEP and their families
as one potential factor for delays in help-seeking (Gronholm et al., 2017). Further, meta-
ethnographies on family perspectives of pathways to care for FEP found stigma, lack of
knowledge on psychotic-like experiences, and a tendency to normalize FEP play a role in
preventing help-seeking. However, support from significant others facilitated help-seeking
(Wong et al., 2020). When investigating first-person accounts of FEP, one systematic review
recommended planning and delivering mental health care by centering the service-user’s needs
(Griffiths et al., 2018); the reason being that many of our theoretical understandings of distress
specific to psychotic experiences have typically paid more attention to service outcomes than
service-user needs. The study went on to argue that this could have implications on what is
prioritized in research, intervention, and care. With that in mind, these studies recommended
more research focus on the facilitators and barriers to help-seeking for FEP.

There has been a growing body of qualitative studies on the lived experiences of FEP and
their pathways to care, particularly meta-ethnographic studies on family and carer perspectives
(Melton et al., 2020; Noirel et al., 2020; Wong et al., 2020; Cairns et al., 2014), as well as meta-
analyses on pathways to service care for FEP. However, there has not been a meta-ethnography
to date on the facilitators and barriers of help-seeking from the perspectives of people with

personal accounts of FEP.



1.2. Aims for this meta-ethnography
This meta-ethnography aimed to answer the following questions:
1. What are the facilitators to help-seeking for FEP, from the perspectives of people with
personal accounts of FEP?
2. What are the barriers to help-seeking for FEP, from the perspectives of people with

personal accounts of FEP?



2. Methodology

2.1. Epistemological Position

The author of this meta-ethnography adopts a critical realist stance, which combines both a
realist ontology and relativist epistemology (Bhaskar, 2013; Pilgrim, 2019). This stance
acknowledges that not everyone who has FEP experiences find them distressing, concerning, or
want to seek help for it (Cooke, 2020). Further, a critical realist position takes the stance that
these statements contain important information about a phenomenon that does exist but is
through a particular viewpoint and a socially-constructed world. Therefore, many of these

statements by participants reflect their perceptions, rather than objective facts.

2.2. Systematic literature search

2.2.1. Search strategy

Search strategies in qualitative research can be used to increase search optimization when
identifying relevant articles for a specific research question (Shaw et al., 2004). However, there
is little guidance from empirical studies on the most effective strategy to use for qualitative
research (Pearon et al., 2011). Therefore for this meta-ethnography, systematic reviews and
empirical studies on retrieval methods were used to help guide and produce a transparent process
for conducting effective search strategies (Booth, 2016; Pearson et al., 2011; Shaw et al., 2004).

The first method of the search strategy was the development of free-text terms and
thesaurus terms to increase the search’s sensitivity, relevance, and comprehensiveness. Broad-
based terms were also included in the beginning of the search strategy (e.g. using terms such as
“qualitative OR interview”). These terms (Table 1) were used as a search filter in eight electronic

databases between September and October 2020: SCOPUS, ProQuest, OVID (Medline &
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Psychlnfo), PubMed, EBSCO (AMED & CINAHL), and Web of Science. MEDLINE and Web

of Science were used as they were a recommended “optimal database combination” (Bramer et

al., 2017). SCOPUS, ProQuest, PsychInfo, PubMed, and EBSCO were used as they contained

large volumes of data from a diverse range of journals.

Table 1.

Search terms

Key words

Psychosis

Service-users

Qualitative

Help-seeking

Barriers

Search terms derived from key words

First episode psychosis OR FEP OR duration of untreated psychosis OR DUP
AND psychotic* OR voice hear* OR hearing voice*

First person* OR first hand account* OR patient* OR lived experience* OR
consumer® OR client* OR account™

Qualitative OR interview® OR experience® OR perspective®* OR encounter™
Disclosure* OR facilitator* AND help*

Delay* OR DUP AND barrier* OR obstacle*

Reference checking was also used, which is a search strategy recommended for topics

that uses varying terminology (Booth, 2016). The results were screened against an inclusion and

exclusion criteria (Table 2).
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Table 2.

Inclusion and Exclusion criteria

Inclusion Exclusion
English Any other language

(including translated

articles)

Adult Child
population Older Adults
Qualitative Quantitative, literature

studies reviews, protocols, and

descriptive-only qualitative
analysis (e.g. word-
frequency content

analysis), “grey literature”

(e.g. policy documents)

Rationale
The synthesis is completed in English and using other
languages may lose the meanings inherent within the

original language.

Because the average age of onset for First Episode
Psychosis (FEP) commonly occurs between the ages of
15 to 30 (Jones, 2013), studies were included if they
used an age range lower than 18 as long as the study’s

population interest was not exclusively young people.

Studies had to have a qualitative exploratory
investigation on personal accounts of FEP and help-
seeking. Mixed-methods were considered if they had

the relevant research aims and a qualitative

interpretive-data analysis (e.g. thematic analysis) were

used.

12



First-
person

accounts of

FEP

Participants
who
received a
diagnosis
ofa
Psychotic
disorder
Studies
with
research
question (s)
aimed at
FEP and
help-
seeking

Published

articles

Carers-only

Family-only

Healthcare professionals-

only

At-risk psychosis

Studies that did not have at
least 1 aim qualitatively

exploring FEP and help-

seeking

Postgraduate papers

Unpublished studies

If studies had carer and supportive network accounts,
but also first-person accounts they were also included
so long as perspectives could be distinguished between

participants.

The criteria and presentation for at-risk psychosis and
psychosis, such as schizophrenia, are different

(Addington et al., 2020).

Postgraduate and unpublished studies were considered

initially, however the search yielded enough relevant

13



published articles that explored the area of interest,

making it possible to conduct a comprehensive review

2.2.2. Systematic Screening

Process

The Preferred Reporting Items for Systematic Review and Meta-Analyses (PRISMA)

model (Moher et al., 2009) was used to help illustrate each stage of the systematic selection

process (Liberat et al., 2009) and how the inclusion and exclusion criteria were applied (Figure

1.

Figure 1.

PRISMA Flowchart illustrating the systematic screening process

SCOPUS ProQuest

492 Citation(s) 861 Citation(s)

PN o

OVID (Medline & Psychinfo)

878 Citation(s)

PubMed

642 Citation(s)

EBSCO (AMED & CINAHL)

279 Citation(s)

Web of Science

956 Citation(s)

e

e /

Studies Screened

Inclusion/Exclusion
Criteria Applied

59 Studies Retrieved

Reference Checking applied:
additional 6 studies screened

Inclusion/Exclusion
Criteria Applied

\

15 Studies Included

3379 Studies Excluded

After Title/Abstract Screen

50 Studies Excluded
Afier Full Text Screen

Reasons:

Study aims were not related to FEP help-secking (n 27)
Did not include participants with psychosis (n 14)
Qualitative analyses were not used (n 4)
Used descriptive-only qualitative analysis (eg content analysis) (n 4)

Focus was on young peoples perspectives (n 1)

0 Studies Excluded

During Data Extraction
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A total of 4108 potentially relevant studies were identified using the search terms as
filters in the electronic databases. After removing duplicates, titles and abstracts of the remaining
3438 studies were screened for inclusion or exclusion, which was based on the relevant
population interest listed, study language, publication status, research aims, and other potentially
relevant data listed in the abstract and title. Studies without abstracts, had missing descriptions of
study aims and methods, or were not suitable based on the research aim were excluded, resulting
in 3379 studies being excluded. A total of 59 potentially relevant studies were subject to full-text
screening against the inclusion and exclusion criteria. Concurrently, reference checking was
applied at this stage, yielding an additional 6 studies, totaling 65 full-text studies. 50 studies were
then excluded after screening because the study aims were either not related to FEP help-seeking
(n=27), did not include participants with psychosis (n=14), did not use qualitative analyses
(n=4), only used descriptive qualitative analysis was (n=4), or the research aim was on young
people (n=1). This resulted in a total of 15 studies remaining, which were subjected to data
extraction and quality appraisal.

2.3. Data Extraction
2.3.1. Study Characteristics

Table 3.

A portion of the study characteristics (see Appendix A for the full table)

Author and Country Epistemological Sample Size Method &
year Position Analytic Tool
Spikol & Northern Not stated n=139 Qualitative:

Murphy (2019)  Ireland

15



Singh et al.,

(2013)

Jansen et al.,

(2015

Bay et al.,

(2016)

UK

Denmark

Norway

Not stated n= 25 (qualitative

participant sample)

Social n=10
constructivism
Not stated n=28

16

Interpretive
Phenomenological

Analysis (IPA)

Mixed methods:
Braun and
Clarke’s (2006)
Thematic

Analysis

Qualitative:
Braun and
Clarke’s (2006)
Thematic

Analysis

Qualitative:
Systematic
Meaning
Condensation

Procedure



Ferrari et al, Canada

(2018)

Hardy et al., USA

(2020)

Tanskanen et al., UK

(2011)

Jansen et al., Denmark

(2014)

Not stated

Not stated

Not stated

Not stated

17

n=25

n=193

n= 30

n=11

Qualitative:
Braun and
Clarke’s (2006)
Thematic

Analysis

Qualitative:
Braun and
Clarke’s (2006)
Thematic
Analysis
Qualitative:
Braun and
Clarke’s (2006)
Thematic

Analysis

Qualitative:
Braun and
Clarke’s (2006)
Thematic

Analysis



Kamens et al., USA

(2018)

Cabassa et al., USA

(2018)

Nordgaard et al., Denmark

(2020)

Macnaughton et  Canada

al., (2015)

Not stated

Not stated

Not stated

Constructivist

18

n=10

n=12

Mixed methods:
Qualitative
analysis utilized a
modified version
of Giorgi (2009)
and Wertz’s

(2015) systematic
phenomenological

procedures

Qualitative:
Grounded Theory
Case Study

methodology

Qualitative:
Braun and
Clarke’s (2006)
Thematic

Analysis

Qualitative:

Grounded Theory



Bogen-Johnston UK

etal., (2019)

Melton et al., USA
(2020)
Judge et al., USA
(2008)

Not stated

Social constructivist

Not stated

n=15

n=15

Narrative analysis

Qualitative:
Braun and
Clarke’s (2006)
Thematic

Analysis

Qualitative:
Grounded Theory
Qualitative:
Grounded Theory

Content Analysis

All 15 studies were conducted in the West (Table three): five in the United States (US)

(Cabassa et al., 2018; Hardy et al., 2020; Judge et al., 2008; Kamens et al., 2018; Melton et al.,

2020) three in the United Kingdom (UK) (Bogen-Johnston, 2019; Singh et al., 2013; Tanskanen

et al., 2011), three in Denmark (Jansen et al., 2014; Jansen et al., 2015; Nordgaard et al., 2020),

two in Canada (Ferrari et al., 2018; Macnaughton et al., 2015), one in Norway (Bay et al., 2016),

and one in Northern Ireland (Spikol & Murphy, 2019). Most studies did not state an

epistemological position; two studies claimed a social constructivist (Jansen et al., 2018; Melton

et al., 2020) position and one a constructivist (Macnaughton et al., 2015) position. Every study

included was qualitative-only except for two mixed-method studies (Kamens et al., 2018; Singh

19



et al., 2013). 10 studies included only first-person accounts of FEP and the remaining used both
first-person FEP accounts and caregivers (Cabassa et al., 2018; Hardy et al., 2020; Melton et al.,
2020; Singh et al., 2013; Tanskanen et al., 2011). Sample sizes varied, with the largest study
including 193 participants (Hardy et al., 2020), and the smallest 8 (Bay et al., 2016).

An interpretive qualitative analysis was used for each study; Braun and Clarke’s (2006)
Thematic Analysis was used most (Bogen-Johnston et al., 2019; Ferrari et al., 2018; Hardy et al.,
2020; Jansen et al., 2014; Jansen et al., 2015; Nordgaard et al., 2020; Singh et al., 2013;
Tanskanen et al., 2011), followed by Grounded Theory for one study (Melton et al., 2020) and
three studies combining grounded theory with case study methodology (Cabassa et al., 2018),
content analysis (Judge et al., 2008), or narrative analysis (Kamens et al., 2018). Two studies
used phenomenological analysis; one used Interpretive Phenomenological Analysis (IPA)
(Spikol & Murphy, 2009) and the other Wertz’s (2019) systematic phenomenological procedures
(Kamens et al., 2018). Finally, one study used a systematic meaning condensation procedure for

their analysis (Bay et al., 2016).

2.3.2. Participant Characteristics

Table 4.

A portion of the participant characteristics (See Appendix B for full table)

Author and year Participants age Gender Ethnicity

Spikol & Murphy (2019) 18 -29 Not listed Not listed

Singh et al., (2013) Not listed (only Not listed (only 5 black service-users
demographic data demographic data 5 black carers
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listed for quantitative  listed for 5 Asian service-users
analyses) quantitative 4 Asian carers
analyses) 4 white service-users

4 white carers

Jansen et al., (2015 18-27, median age= 5 males Ethnic Danish
21 5 females
Bay et al., (2016) 17-44 4 males Not listed
4 females
Ferrari et al, (2018) Mean age= 26 years 13 males 3 male Africans
old 12 females 3 male Caribbean

7 male Europeans
2 female Africans
1 female Caribbean

9 female Europeans

Hardy et al., (2020) Not listed Not listed Not listed
Tanskanen et al., (2011) Mean age= 23.5 15 males 3 White-British
6 females 4 White “other”

3 Black Africans
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Jansen et al., (2014)

Kamens et al., (2018)

Cabassa et al., (2018)

Nordgaard et al., (2020)

Macnaughton et al.,

(2015)

15-24, median age=

20

Mean age=22.5

Mean age= 23.7

Mean age = 27.3

20-32, median age=

26

6 males

5 females

6 males

4 females

11 males

9 females

4 males

5 females

6 males

6 females

5 Black Caribbean
4 Asian Bangladeshi

2 Mixed Race

Ethnic Danish

2 African American
3 Mixed-Race
4 White

1 not listed

11 Hispanic

5 African American

10 non-Hispanic White

2 Asian

Not listed

4 Anglo-Europeans

4 East Asian
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Bogen-Johnston et al., Mean age= 25 12 males
(2019) 8 females
Melton et al., (2020) Mean age= 24 Not listed
Judge et al., (2008) Mean age= 24.4 8 males

7 females

3 non-Anglophone
European

1 South Asian

Not listed

Not listed

12 Caucasian
2 African American

1 Asian

In total, 552 participants were included for review. It was not possible to summarize

mean ages across all studies; 5 studies used median age intervals (Bay et al., 2016; Jansen et al.,

2015; Jansen et al., 2014; Macnaughton et al., 2015; Spikol & Murphy, 2019), one study did not

list age ranges (Hardy et al., 2020), and one study only listed age ranges and other demographic

information (e.g. gender) for its quantitative sample, but not its qualitative (Singh et al., 2013).

Eight out of 15 studies reported its mean ages (Bogen-Johnston et al., 2019; Cabassa et al., 2018;

Kamens et al., 2018; Ferrari et al., 2018; Judge et al., 2008; Melton et al., 2020; Nordgaard et al.,

2020; Tanskanen et al., 2011), yielding a total mean age of 24.55 (SD= 1.52).

Equally, it was not possible to summarize genders across all 15 studies, as four studies

did not report the genders of participants (Hardy et al., 2020; Melton et al., 2020; Singh et al.,
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2013; Spikol & Murphy, 2019). The remaining 11 yielded a total of 90 males and 71 females. It
was also not possible to summarize ethnicities across studies; most had different definitions,
reporting, and categories for ethnic compositions depending on the country the study was
conducted in. For example, some North American studies reported ethnicities as “Asian” (Judge
et al., 2008), while UK studies distinguished “Asian Bangladeshi” participants from “East
Asian” (Tanskanen et al., 2011).

2.3.3. Quality Appraisal

Appraising qualitative studies promotes an opportunity to critically review
methodological rigor and credibility of conclusions (Majid & Vanstone, 2018), which is
becoming a common process to undergo when conducting meta-ethnographies (Munthe-Kaas et
al., 2019; Thorne, 2016). For this meta-ethnography, the author created a 19-item checklist
(Appendix C), combining two qualitative standards checklists (American Psychological
Association, 2018; NICE, 2012). Three additional items were included, which were related to
assessing a study’s conceptual clarity (namely, psychosis, FEP, and help-seeking); this was done
with the help of the author’s research supervisor and a meta-ethnography support group she was
participating in (Toye et al., 2013). Third, the author met with her research supervisor and
support group for reflexive dialogue in order to have more than one appraiser review the quality
of the studies, as well as have a more holistic approach throughout the appraisal process.

All papers were measured against the checklist and two grid tables were created: the first
table was to track descriptive data on how, when, and where parts of the criterion where met or
not (see Appendix D); the second table was a color-coded visual illustration of the criteria where
the color “green” was used to mark if the criterion was met, “yellow” if the criterion was

partially met or unclear, and “red” if the criterion was not met (Figure 2). To determine if a study
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met or partially met quality standards it had to have demonstrated a clear theoretical rationale
and study design, a consideration of the roles of the researchers in relation to the methodology
and analysis, and a reliable and clear analysis that helped justify the conclusions in relation to
their research aim (s). All 15 studies met or partially met most of the criteria listed; strengths
noted across studies included the reporting of a theoretical approach, providing justifications for
a qualitative approach to be used, and demonstrating reliability and rigor. The quality varied
across studies in regard to how data collection and analyses was described, including researcher
roles, ethical approval, and conclusions. Most studies did not meet the criteria in reporting how
psychosis concepts were defined or considered.

Figure 2.

Quality Appraisal of studies: color-coded.

Study Aro funding Abstract: Theoratical Theorstical Concapts: Concspts: Concepts: Andysis  Andyss:  Andsis  Andysis  Andhsis  Conclusions: Ethics
andlorsourcesof  Does the atetract #pproach: approach: s psychoss. s heip-seeung. s first-episoce Haw Howwelwas Is the confiadt £l tedt Aetedds lsteawiyss Arethe Aeteindg Arethe
confict clearly aequtely 5 a Qe e sy clew inwhat defired? Oefired? psychosis s e rde Waete waps rieh? reliatie? findings réevatiote conchsions
acknowledged?

doscribe o approach Rsocks o d? dofired? s the resoarch catiedos?  of thoresearcher ot slcarty covindrg?  amscite  adequele?
Y

Seikal 8 Marphy(2019)
Srohetal (21
Junen g, (215)
Byetd. (200§
Feranatd (2015)
Hardy o o (2000)
Tarskarenetal. (2011)
Jarsert el (24)
Kamens ot (2018)
Cabassa ot o (208)
Nordardetal (2000)
Maragtondtal (2015)
Booen-Jotnston et o (2015)

Melon o o, (200)

Jueetd (2008)
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2.3.4. Theme extraction

This meta-ethnography followed Noblit and Hare’s (1988) guidance on conducting meta-

ethnographies, which consisted of steps to follow or “phases” (Table 5). Phases “Getting started”

and “deciding what is relevant” was completed during the formation of the research question and

the systematic search and review.

Table 5.

Noblit and Hare’s (1988) phases for completing a meta-ethnography.

Meta-ethnography Phases (Noblit & Hare, 1988)

Getting started

Deciding what is relevant

Reading the studies

Determining how the studies are related

Steps taken in this meta-ethnography

during each phase

Reading literature and studies to form a

qualitative interest and research question

Systematic searches and reviews

Full-text screenings, data extractions, quality

appraisals, theme extractions

Repeated reading of studies included for
review to determine relationships that will be

later synthesized
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Making a list of key metaphors, ideas,
phrases, concepts, and juxtapositions used in

each study

Translating the studies into one another Comparing studies to the other and how they
interact, including their metaphors, ideas,

concepts

Synthesizing translations Comparing studies to the other and how they

interact, including their metaphors, ideas,

concepts!

Analyzing competing interpretations and

translating them into one another

Expressing the synthesis Writing down the themes

Phases “reading the studies” and “determining how the studies are related” were followed
next. This consisted of first extracting themes and subthemes of each study onto an extraction

grid via Microsoft Excel (Figure 3).

! The “Synthesizing translations” phase was described in Noblit & Hare (1988) as containing the same steps as the
phase “Translating the studies into one another”, hence the step being repeated.
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Figure 3.

Portion of data extraction: Themes (See Appendix D for the completed data extraction).

Theme: Stigma and fearof Theme: Theimpactof  Theme: The importance of Theme: The experience of Theme: The relief of
the psychiatric systemas  traumatic experienceson  significant others safety and trusting the early receiving a diagnosis
barriersto help seeking  the experience and detection team
Jansen etal 2015) development of psychosis
Theme: Failure to Theme: Difficulties Theme: Concems about  Theme: Poor psychosis  Theme: Lack of
recognize symptomsof  expressing their stigma detection skillsamong  awareness or
psychosis experiences health-care professionals  understanding of TIPS
and TIPS Information-
Bay etal. 016) i
Theme: Women's barriers ~ Subtheme: Feeling ignored Subtheme: Being labelled ~ Subtheme: Being too ~ Theme: Men'sbamiers  Subtheme: Theneed  Subtheme: The need to Subtheme: Physicality and
to El services: therole of ~ and mistrusted a5 ‘overdramatic'ora functional’ to El services: Therole  to bestrong andin  be in control differences inresponses between
Femar et al. 2018) female stercotypes “drama queen" of male stereotypes ~ control gender
Theme: Perceptionsof ~ Subtheme: Shame and fear  Theme: Outcomes Subtheme: criminalization Subtheme: isolation  Subtheme:
stigma associated with stigma and/or alienation relationship between
stigma and treatment
Hardy etal 2020) interfering behaviors

Note. As listed from left to right: study titles, themes, and subthemes.

Next, studies were read and re-read, with comparative accounts noted, including the use
of metaphors, ideas, concepts, phrases, and juxtapositions (Figure 4).
Figure 4.

A portion of the list of metaphors, ideas, concepts, phrases, and juxtapositions that were written
down (See Appendix E for the completed list)

Jansenetal. Theme: Facilitating help-seeking - Theme: Facilitating help-seeking - Internet as a source of Theme: Barriers to help-seeking - Symptoms Theme: Barriers to help-seeking - Fear of Stigmatisation
(2014) Support from significant others in ion of psy is and services viewed as normal or lack of knowledge about
initiating helpseeking process mental ilness 6 participants talked about shame and fear of stigma in
4 participants reported the use of the internet as a first relation to mental iliness and how this made them less
10 participants made reference to attempt to access about their psy i 9 participants described a lack of knowledge inclined to disck and seek appropri
significant others being crucial inthe  symptoms. about mental ilness, symp! of psychosis or
process of disclosing symptoms, normalisation of the experiences as barriers to
acknowledging the severity of their "... well, | had just looked up the psychiatric emergency  help-seeking. However, when they eventually did talk about their
problems and motivating them to seek ward on the Internet ... and | just went up there since | difficulties with other people, they generally referred to this
help; Significant others often pointed ~ was in the area” *... 1 didn't know what was wrong with me, as a positive experience (Note: does this refer to only the
out change in behaviours that the because | didn't know anything about it, at all ... | 6 participants that expressed hestitation towards seeking
service usersthemselves were "... It was really scary to find out | had all ten symptoms | think the reason that | didn't tell many people help or all participants)
unaware of. of it (schizophrenia) ... | was very eager to find out what about it, really was because | didn't know what it
was the matter with me. | was sitting one evening, feeling was myself. | mean, at that time | couid say | “It's a bit of a taboo being il."
a bit bored. And instead of cutting myself, | went on had some thoughts in my head telling me that |
"... if | didn't have my parents who Google and read about it .* had done some things; | mean it was really "... it was just a kind of private thing ... | thought it was
noticed that my psychosis was difficult, when you didn't know what it was." embarrassing.”
developing, | wouldn't have admitted |  *... | Googled ‘hearing voices™."
had a psychosis and thought "... | think | kept it to myself because | thoughtit "... | thought | should takk with someone about it ... | just
everything was a game (#3). was normal." felt it was completely ridiculous to ... you're beginning to
hear voices and feel someone's after you when there's no
*... then my mother said that *... | just thought ‘it's just that depression again' one there."
‘something is wrong, you seem so . ‘that's how you're feeling when you're having
quiet these days and you get cranky a depression.™ A recurrent theme was the wish to appear as normal and
over nothing; is there something just blend in with their peers
wrong? Then | said, 'yes something’s "... because ... | was probably just like anybody
wrong. I'm hearing voices’ and | told else, | just had my own small issues to deal "... so you're just kind of afraid of being stigmatised by
her all about it; | explained her with.” other people ... you just know there are prejudices about
everything ... and then the day after all these things; | used to be like that myself ... and so in
she called my GP and we went over “In the beginning | thought it was nothing; it was order to avoid that people were thinking badly of me, |
and saw him." probably just my imagination." thought I'd better put on a facade."
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Note. Red font indicates comments/reflections from the author of this meta-ethnography, green
font indicates participant quotes, and blue font indicates comments/reflections from the authors.
2.4. Data analysis and synthesis

To complete phases “translating the studies into one another” and “synthesizing
translations”, Noblit and Hare (1988) suggest “key judgments calls” (p.37) when considering if
studies are comparable (reciprocal), in opposition (refutational), or taken together to form a “line
of argument” (p.38-40). Steps in determining this, however, are not provided and left open to
interpretation in how they should be operationalized (Campbell et al., 2011). Therefore, two
levels of synthesis (France et al., 2019) were used during these phases.

2.4.1. Level-one synthesis

Level-one synthesis involved a re-reading of accounts with extensive attention, as well as
a systematic comparison and identification of concepts, metaphors and themes in relation to the
other (France et al., 2019). First, similar themes were grouped into categories of shared meaning
(Appendix F), such as participants expressing concerns of people’s perceptions in one study and
discussing stigma in another; this was considered “reciprocal translation.” Second, to balance
homogeneity and heterogeneity in the studies, any refutational data, such as how participants
experienced services, were considered in how they can be translated and synthesized in a manner
that demonstrated coherence. This led to discussions with the author’s research supervisor and
support group; it was found that some ideas, whilst seeming refutational, could be contextualized
within the findings. The first level of synthesis resulted in several translations that were merged
and retranslated into single translations. Ideas that were neither completely reciprocal nor

refutational required a second level of synthesis.
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2.4.2. Level-two synthesis

Level-two synthesis involved a process of using the findings of individual studies to
identify overarching concepts and possibly develop new interpretations. This level included
elements of a line-of-argument synthesis, in which a new theory is developed to explain a
phenomenon (France et al., 2019; Noblit & Hare, 1988). Level-two also included several critical
discussions between the author and her research supervisor to ensure reliability and
representativeness of findings. First, ideas, concepts, themes, and metaphors that could be neither
translated as reciprocal nor refutational were read and re-read to determine interactions and
relationships between them. Second, interactive and emerging concepts were translated and
contextualized, yielding new interpretations across accounts (Appendix G), but it was not enough
to solidify a new theory. Instead, ideas and concepts were developed, translated, and
demonstrated a more narrative process of FEP and help-seeking (Table 6). Following level-two
synthesis, the meta-ethnography moved to the phase “expressing the synthesis”, consisting of
five themes and six sub-themes.

Table 6.

Meta-ethnography themes: The facilitators and barriers to help-seeking for people with FEP.

Themes Sub-themes
3.1 Initial certainty in interpreting experiences 3.11 Contextualizing experiences

3.12 Normalizing experiences

3.2 Growing uncertainty leading to different explanations  3.2.1 Growing uncertainty
3.22 Developing alternative

frameworks of understanding
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3.3 The role of significant others in help-seeking 3.3.1 Family involvement
3.3.2 Concerns about other people’s

perceptions

3.4 The role of services in help-seeking (or not)

3.5 The tipping point
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3. Findings

3.1. Theme 1: Initial certainty in interpreting experiences

Across all studies, most participants described that at the emergence of psychotic-like
experiences, they initially contextualized or normalized subtle changes happening to their
thoughts, emotions, and/or behaviors, including gradual changes in concentration (Bay et al.,
2016, p. 73) and “not feeling like oneself” (Cabassa et al., 2018, p. 4). They seemed to first
interpret these experiences as a consequence to a related psychosocial event or a transitory phase,
thereby not perceiving any form of help-seeking as necessary. Some authors speculated this was
an attempt to grant a feeling of certainty over what was happening, regain control, and set an
expectation that these experiences will not “become that big” (Cabassa et al., 2018, p.4.).

The crux of help-seeking at this stage appears to be based on having prior knowledge of
FEP or mental health-related issues. Across the studies, there was a small subset of participants
that recognized the significance of some of the changes in experiences. Rather than normalizing
or contextualizing, they either knew something “wasn’t right” (Spikol & Murphy, 2019, p.16)
and sought general help-seeking, contacted a mental health service after using the internet for
information about their experiences (Jansen et al., 2015, p.88), or disclosed to a significant other
when their experiences involved hallucinations (Melton et al., 2020, p.1125 ).

3.1.1. Subtheme: Contextualizing Experiences

When contextualizing the initial phenomenological changes of psychosis (or what authors
referred to as the “prodromal phase™), it was common to attribute changes to stress (Ferrari et al.,
2018, p.357; Judge et al., 2008, p.97; Nordgaard et al., 2020, p.6; Singh et al., 2013, p.36) sleep
deprivation (Spikol & Murphy, 2019, p.10; Tanskanen et al., 2011, p.4) and substance misuse

(Cabassa et al., 2018, p.4; Ferrari et al., 2018, p.357; Melton et al., 2020, p.1125; Spikol &
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Murphy, 2019, p.24; Tanskanen et al., 2011, p.4). Further, some participants’ friends and family
contextualized and attributed these experiences to “teenage issues” (Bay et al., 2016, p.73;
Cabassa et al., 2018, p.4; Melton et al., 2020, p.1125; Tanskenen et al., 2011, p.4). When a
mental health problem was suspected, depression was most the most common explanation (Bay
etal., 2016, p.73; Ferrari et al., 2018, p.357; Jansen et al., 2015, p.89; Macnaughton et al., 2015,
p.295; Tanskanen et al., 2011, p.4). In other words, changes occurring were not initially seen as
atypical or unusual in the early stages, but instead was due to an event, stressor, or
developmental process.

3.1.2. Subtheme: Normalizing Experiences

When changes were seen as unusual or if a participant felt they were being “split off from
reality,” (Macnaughton et al., 2015, p.295), most reported that they did not seek help at this stage
because they believed it to be a passing, transitory phase, thereby normalizing the experiences. It
appears that part of the process of normalizing included assimilating these atypical aspects to
themselves as something either “perfectly normal” (Tanskanen et al., 2011, p. 3), that it was “just
the way [they] were” (Judge et al., 2008, p.97), or that it was a passing phase (Bay et al., 2016,
p.73; Jansen et al., 2015, p.4; Macnaughton et al., 2015, p.295). One participant in particular

characterized normalization as such:

“The doctors asked [about voices], but I related it to my actual self. It was that close”

(Judge et al., 2008, p.97)
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3.2. Theme 2: Growing uncertainty leading to different explanations
As FEP experiences intensified, two things appeared to occur: one, participants developed a
“cloud of uncertainty” (Cabassa et al., 2018. P.5) and doubted their initial interpretation of their
experiences, and two, participants generated “explanatory models” (Judge et al., 2008, p.97) to
accommodate contradictory, confusing, and uncertain ideas and beliefs.
3.2.1. Subtheme: Growing uncertainty
Growing feelings of uncertainty was reported across studies. It is unclear why, as

participants themselves had a difficult time articulating it:

“I' wasn't feeling [like] myself, and things were strange... and it was hard to put into

words because it was so complicated” (Judge et al., 2008, p.98)

Some participants pointed to examples of where the shift in certainty might have
occurred, such as noticing contradictions between their initial attributions and “extensive reality-
testing behaviors with the respondent [being] unable to fully trust their senses” (Spikol &
Murphy, 2019, p.13). Other participants, as well as the researchers who authored the studies,
suggested that while they initially understood these experiences as circumstantial and related to
recent events, it became increasingly difficult to continue to contextualizing or normalizing these
experiences (Cabassa et al., 2018, p.5; Judge et al., 2008. P.98; Singh et al., 2013, p.39;

Tanskanen et al., 2011, p.5). For example, one participant commented:
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“Is it the world that is sick or is it me? Because I seem to have such a high level of
functioning and ... how to put it... When is it normal to just have a bad day, and when is

it something mental?” (Nordgaard et al., 2020, p.8)

The apparent difficulty in describing the uncertainty both presently and retrospectively
suggests it may have impacted help-seeking at this stage, in particular with participants reported
using self-reliance to cope rather than seek support (Bay et al., 2016, p.73; Cabassa et al., 2018,
p-4).

3.2.2. Subtheme: Developing alternative frameworks of understanding

Despite the feelings of uncertainty, most still had a “need to figure out what’s going on”
(Judge et al., 2008, p.98), with participants relying on a variety of frameworks to help make
sense of these changes. Although explanatory models may have been generated to help them
better understand, it seems it also contributed to a delay in help seeking as it reportedly affected
their ability to notice if their experiences were beginning to or had become a problem (Bogen-
Johnston et al., 2019, p.1310).

Most frameworks used appeared to be those that already fit with the participant’s cultural,
religious, and historical factors (Singh et al., 2013, p.40), with the most common being
victim/persecuted and religious/cultural. Being persecuted or the victim of authority figures, the

government, parents, and friends was seen across the studies:

“I eventually, to make sense of my paranoid delusions, came up with a

rationale that my head (mind) was the centre of a[n] on-line reality
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show that preyed on my deep sense of intuitiveness” (Macnaughton et

al., 2015, p.295)

For some, this led to help-seeking; the belief that they were being targeted led to
contacting emergency services, which sometimes led to healthcare services (Nordgaard et al.,
2020, p.9; Spikol & Murphy, 2019, p.15). One participant in particular sought help based on this

framework:

“For Patient 2, who was convinced that she was being kept under surveillance but did
not know by whom or for what exact purpose, it was not clear where to seek help. Thus,
she asked her neighbours, colleagues, and even an accountant for help before finally
calling her general practitioner, who suggested her to go the psychiatric emergency

room” (Nordgaard et al., 2020, p8)

Religious and spiritual frameworks were also common, particularly among ethnic
minorities, and were characterized by authors as being a barrier to help-seeking, with some
participants reporting to have believed that these intensifying experiences were due to
“demons...lifestyle...Harry Potter” (Judge et al., 2008, p.97), which required a change in their
own lifestyle than seeking help. Some participants also reported to have kept holy water at their
bedside (Spikol & Murphy, 2019, p.16) or protection amulets to guard them against evil spirits
(Singh et al., 2013, p. 38). Moreover, some sought religious agencies as a form of help-seeking,

which either facilitated or delayed help-seeking from mental health services, depending on the
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advice of their faith leaders (Singh et al., 2013, p.38; Spikol & Murphy, 2019, p.15; Tanskanen

etal., 2011, p.4). For example, one carer recounted:

“Their [church] response was they were praying for him and encouraged him to come
[to hospital]...I think really that was his saving grace, that gave him insight. Because
when he got sectioned [compulsorily detained] after that he continued to go to the church
and today he is a strong man of the Lord. So I really do believe that that has pulled him

through” (Tanskanen et al., 2011, p.7)

3.3. Theme 3: The role of significant others in help-seeking (or not)

There appears to be a relationship between frameworks used and the consequent progressive
disturbance in the participants’ behavior, communication, emotional expression, and physical
presentation (Melton et al., 2020, p.1123; Spikol & Murphy, 2019, p.13), as it is usually at this
point that familial/social networks begin noticing these changes and play a significant role on
help-seeking (Kamens et al., 2018, p.312).

3.3.1. Subtheme: Family involvement

Helpful family involvement included acknowledging the severity of the problems,
pointing out changes in behaviors (Jansen et al., 2014, p.87) and encouraging participants to seek
help (Tansakenen et al., 2011, p.5). It also involved finding appropriate services and treatment
(Hardy et al., 2020, p.275), “asking for good doctors” (Singh et al., 2013, p.37), as well as
assisting in other areas, including “contacting schools, [and] accompanying [them] at meetings.”
(Jansen et al., 2015, p.87). If there was a history of mental health difficulties, it also aided the

families’ recognition of FEP (Bogen-Johnston et al., 2019, p.1312). Further, family members
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were usually recognized by participants as having a crucial role in “just [being] there” (Jansen et
al., 2015, p.87), as participants disclosed their experiences to them. Where family involvement
was not possible or preferred by the participant, a supportive network of friends was reported as
important in facilitating help-seeking, with some participants describing a stepwise process of
disclosing to friends, then family, and then seeking treatment (Jansen et al., 2014, p.4; Jansen et

al., 2015, p.88; Nordgaard et al., 2020, p.8). One participant described the process as such:

“... because now I had explained the story to ... yes, first to her in XXX and then to my
best friend called XXX, and then to another in the same weekend that I explained my

mother ... so that’s how it started.” (Jansen et al., 2015, p.88)

While another participant provided an example of how a conversation with a friend led to

help-seeking from a healthcare professional:

“Then I asked my close friend how often he had such experiences — but he never did.
That was unfortunate. Then I asked him about other experiences, but he also didn’t
recognize those...Then I asked him if he thought I should see a doctor and he said that it

was probably a good idea.” (Nordgaard et al., 2020, p.8)

In contrast, less helpful family involvement involved an absence of support and active

listening, as well as misattributions or dismissals after the psychosis had already increased in

severity (Judge et al., 2008, p.97; Melton et al., 2020, p.1124; Nordgaard et al., 2020, p.9; Singh
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et al., 2013, p.39; Tansakanen et al., 2011, p.6) — all of which was linked to delayed help-

seeking. For example, one participant recalled:

“Patient 7 told her mother that she was hearing people who were not present talking to
her. Her mother responded to her by saying that it was probably just ghosts, and she did
not return to the issue or take any kind of action in relation to this. The patient described

that after this, she did not seek help for a long time” (Nordgaard et al., 2020)

Some participants described feeling “ashamed...[their] parents believed it to be their
fault” (Hardy et al., 2020, p.274). Further, when family members consulted wider familial/social
networks they were “discouraged [to make] contact with mental health services” (Tanskenen et
al., 2011, p.6). Gender stereotypes also appeared to play a role in family involvement:
expectations of males being “strong and in control...[which would] stem from an obligation to
families and extended families” (Ferrari et al., 2018, p.359) were linked to a delay in help-
seeking, as their role within the family would take precedence over individual distress since
help-seeking was not a “male sort of thing to do”(Bogen-Johnston et al., 2019, p.1313).

3.3.2. Subtheme: Concerns about people’s perceptions

Concerns about people’s perceptions appeared to delay help-seeking. Some participants
described disguising symptoms due to social belongingness, “[wanting] to appear normal... (not
like someone who is) weird and [hears] voices” (Jansen et al., 2015, p.90). Some also said they
had concerns of exacerbating or “making worse” another family member’s mental health-related
difficulties and stress (Bogen-Johnston et al., 2019, p.1312; Jansen et al., 2014, p.4), as well as

having a fear of being seen as “crazy or made fun of” (Hardy et al., 2020, p.275) by friends,
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family, or employers. Delays in help-seeking may also have been influenced by fears of potential
consequences in using psychiatric services, with some participants describing a refusal of
“medications to avoid being labeled as mentally ilI” (Cabassa et al., 2018, p.5) and families not
“[wanting] this [psychotic] incident to get in the way of future alliances from respectable
families” (Singh et al., 2013, p.41). These concerns were not completely baseless, as some
participants reported that some of their peers did indeed “[drop] having contact with” after they

disclosed their FEP to them (Hardy et al., 2020, p.274).

3.4. Theme 4: The role of services in help-seeking (or not)
The perceived quality of mental health care was identified as important in shaping
pathways to care, with the likelihood of help-seeking from services depending on past
interactions with services (Cabassa et al, 2018, p.6) and cultural norms and expectations
(Singh et al., 2013, p.41; Tanskenen et al., 2011, p.7). Relationships between services
and service-user were particularly important in perceiving services as supportive and

helpful, with one participant reporting:

“They were listening and came up with suggestions, because I'm having
difficulties opening up, so they were fishing in the right way. They were calm and

took all the time needed” (Jansen et al., 2014, p.4).

Further, how services provided and described diagnoses appeared to be important in how

participants perceived their care by services (Jansen et al., 2014, p.4; Macnaughton et al., 2015,

p-295). Participants characterized low quality of care as receiving unclear information about
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treatment options and side effects (Cabassa et al., 2018, p.6), inappropriate referrals (Nordgaard
et al., 2020, p.9), misdiagnoses (Bay et al., 2016, p.74), and insensitive and poor treatment from
healthcare professionals (Tanskanen et al., 2011, p.7). These examples were linked to longer
delays to help-seeking (Kamens et al., 2018, p.311), including police arrests (Ferrari et al., 2018,
p-359; Singh et al., 2013, p.41), gender stereotypes (Ferrari et al., 2018, p.359), and medication
refusal due to distrust of services by the individuals experiencing FEP and their significant others
(Hardy et al., 2020, p.274; Tanskenen et al., 2011, p.7).

Negative pathways to care that led to delayed help-seeking also included “fragmented
transitions” between family, community, and service involvement (Cabassa et al., 2018). There
were several examples demonstrating this, such as being referred to services without being given
an address or told where it was located (Nordgaard et al., 2020, p.9), school, occupational health,
and religious/community settings noticing deterioration in participants but not referring them to a
mental health service (Tanskanen et al., 2011), and not receiving clear courses of action for
follow-up care (Cabassa et al., 2018, p.6).

There were ethnic differences found that were related to help-seeking. While all
ethnicities struggled in accessing care, Black, Asian, and other ethnic minorities reporting feeling
misapprehension towards healthcare providers and in police involvement, as well as concerns in
the type of treatment they would receive based on their ethnicity (Singh et al., 2013, p.4;
Tanskanen et al., 2011, p.5). On the other hand, White participants expressed concern in the
quality of care they would receive, such as lack of available beds, rather than their ethnicity

(Singh et al., 2013, p.41).
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3.5. Theme 5: The tipping point

If participants were not able to successfully seek help either through significant others,
services, or self-referrals, what appeared to occur was the culmination of a crisis or a “tipping
point”. As participants reached a “a point of desperation” (Bogen-Johnston et al., 2019, p.1311),
help-seeking was seen as a final course of action.

Beyond experiencing significant distress, the “tipping point” appears to be characterized
as exhausting all options from “jobs, friends....family doctor, psychotherapists, and naturopathy”
(Macnaughton et al., 2015, p.295), fear of job loss or educational opportunities (Nordgaard et al.,
2020, p.6), worsening social situations (Nordgaard et al., 2020, p. 6; Singh et al., 2013, p.40),
homelesness (Bogen-Johnston et al., 2019, p.1311), and “[running out] of less threatening
explanations for their predicament” (Macnaughton et al., 2015, p.295) that may have previously
prevented them from seeking help. Participants’ families noticing visible physical deterioration
also appeared to lead to help-seeking, especially if they were becoming “extremely thin” (Melton
et al., 2020, p.1125), were shaking (Nordgaard et al., 2020, p.8), or if they believed there was a
physical health health emergency (e.g., heart attack) (Melton et al., 2020, p.1125; Tanskanen et
al., 2011, p.5). Further, the “tipping point” appears to lead to immediate (mostly emergency)
help, possibly due participants’ feelings of helplessness (Bogen-Johnston et al., 2019, p.1311),
suicidal (and other self-harm) thoughts (Kamens et al., 2018, p.311; Tanskanen et al., 2011, p.4),
and being overwhelmed by “dread...the anxiety” (Macnaughton et al., 2015, p.295).
Interestingly, age may have also exacerbated help-seeking at this stage, with one participant

reporting:

42



“Well, I've just got older and, and, and my, you know my mental, mental and physical
resources aren’t, aren’t as power- powerful as strong as the used to be” (Bogen-

Johnston et al., 2019, p.1311)

External events and circumstances seemed to play a significant role at this stage:
participants’ peers receiving effective help appeared to be a motivator to seeking help
(Macnaughton et al., 2015, p.295). Police arrests appeared to help some (Ferrari et al., 2018,
p-359; Kamens et al., 2018, p.311; Melton et al., 2020, p.1125), but it also increased fear of
services for ethnic minority participants (Singh et al., 2013, p.40).

While most authors discussed the “tipping point” as ending at service and medical
intervention, participants appeared to describe it as an ongoing process that involved a reframing
of past experiences and adopting a biomedical one, which may or may not have been considered

beneficial by the participant. One described described it as such:

“I came to know it was delusions. Every time I came to believe God was closer, I worry
that I might have a delusion again. It’s hard to believe in God the right way, without the
delusion. Little by little my faith became destroyed . . . I don’t have my self.” (Judge et

al., 2008, p.98)

Healthcare providers may have found it necessary for participants to adopt and use a
medical framework over participants’ explanatory frameworks; however, the latter may have
been more representative of their culture, beliefs, and individual differences. This could have

inadvertently undermined their faith, their sense of self, and their ability to connect to their
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cultural, social, and familial systems (Judge et al, 2008, p.98; Macnaughton et al., 2015, p.296).
As a result, some participants reported creating a “blend [of] their earlier interpretive frames
(e.g., spirituality, limit identities, etc.) with the notion of illness” (Macnaughton et al., 2015,
p.296), while others did not but wanted to “[find] meaning in the illness experience” (Judge al.,
2008, p.98; Nordgaard et al., 2020, p.10). With that in mind, the role of healthcare providers in
recovery styles remained unclear; across the studies it showed that some supported individuals in
developing their own understanding of FEP, while others emphasized a medical interpretation
over participants’ personal beliefs, values, and interpretations (Cabassa et al., 2018; Judge al.,

2008, p.98; Nordgaard et al., 2020, p.10; Singh et al., 2013, p.41; Tansakenen et al., 2011, p.7).
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4. Discussion

The aim of the meta-ethnography was to understand the facilitators and barriers of help-

seeking from the perspectives of participants that have experienced FEP.

4.1. Summary of the findings

The research included in this synthesis suggests a chronological process in the noticing,
sense-making, and help-seeking experiences associated with FEP. Participants described that as
FEP begins to emerge, it is contextualized and/or normalized, with psychotic-like experiences
being attributed to other psychosocial events or stressors. As FEP intensifies, participants
became more uncertain of their initial attributions about these changes, leading to explanatory
frameworks to accommodate any contradictory experiences or beliefs. These frameworks
supported participants’ sense-making and were associated with either delaying or facilitating
help-seeking. Participants also reported that as FEP progressed, significant others noticed these
changes and had a significant role in either preventing or promoting help-seeking.

Help-seeking also appeared to depend on interpersonal factors for participants, such as in
the relational, cultural, ethnic, and systemic dynamics within the familial and social network.
Some reported disclosing to friends first, parents first, or chose not to disclose at all due to
concerns of other people’s perceptions. Similarly, the perceived quality of care of services and
entry pathways also appeared to play a role in delaying or facilitating help-seeking for
participants. If participants did not seek or receive help either during the beginning of FEP or
from services, friends, and/or family, most would experience a “tipping point”, leading to an
immediate response either by the participants themselves, their family, or services. This resulted

in newer, often more medical interpretations of their FEP experiences, which could be helpful or
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unhelpful depending on their sense of self and ability to reassimilate to their social, cultural, and

familial systems.

4.2. Clinical and research implications

The staged-like process and relationship between FEP and help-seeking carries
interesting and significant clinical and research implications.

4.2.1. Delaying help-seeking due to misattributions, contextualizing, and/or

normalizing

A delay in help-seeking due to misattributing FEP experiences to other stressors was a
common occurrence amongst participants, particularly in their reporting that they initially
believed these experiences to be from psychosocial stressors, such as depression. There does
appear to be a relationship between mood and psychosis (Kiran & Chaudhury, 2016; Hifner,
2010), with longitudinal studies reporting that depression can predate FEP or psychotic relapse
(Morales-Muioz et al., 2021). Moreover, mediators associated with distress in psychosis tend to
include depression (Bentall et al., 2009; Hartley et al., 2013). This suggests that, although these
misattributions may have led to delays in help-seeking, it is possible that depression or other
mental health-related difficulties were happening concurrently, influencing one another, or
maintaining the psychosis.

Throughout each stage, participants reported struggling to attribute their experiences to a
psychosis, but they also described a process of trying to understand it. This struggle could be due
to metacognitive difficulties, which is theorized to occur in people who experience psychosis and
their sense-making processes is negatively impacted. Estroff (1991) theorizes that these

processes, like contextualizing and normalizing, emerge when people are trying to make sense
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their experiences, which can be helpful but can also result in them assimilating experiences to
their identity. Coupled with metacognitive difficulties, these processes may have delayed help-
seeking if participants’ attempts to make sense of their experiences led to interpreting them as
“normal.” While the underlying mechanisms that are occurring at this stage of FEP remain
unclear in both our findings and in current research, our results suggest that delays in help-
seeking at the early stages of FEP may be influenced by several factors, such as misattributions,
contextualization, and normalization, rather than just a lack of insight (Horgan & Sweeney,
2010).

4.2.2. Delaying help-seeking due to growing feelings of uncertainty

Having a sense of uncertainty about FEP appeared to delay help-seeking for participants.
One explanation could be metacognitive difficulties, as some can enter a “hyper-mentalizing
mode” (Abu-Akel, 1999) where they have several ideas of what may be occurring without a
single idea appearing more likely than the other. It may also be due to feelings of threat (Sarason,
2019); a sense of uncertainty can be particularly disruptive and may lead to maladaptive
responses such as avoidance, heightened reactivity, and hypervigilance (Grupe & Nitschke,
2013) — all which participants described. Many participants responded to the uncertainty by
modifying their own behavior rather than help-seeking. While research is scarce on this topic,
Coffey and Hewitt (2008) posited that these kinds of responses to uncertainty may happen when
the type of help available is either not what they are seeking or seems threatening, either due to
stigma or past negative experiences with them. We do not know if this was true for our
participants, as it was difficult for them to articulate their sense of uncertainty and how it

affected their behaviors.
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4.2.3. Facilitating and delaying help-seeking due to explanatory frameworks

The relationship between explanatory frameworks and help-seeking in our findings was
unclear, showing it can both facilitate and delay help-seeking. When looking at qualitative
studies that explored explanatory frameworks in depth, spiritual and religious frameworks have
been found to be particularly influential frameworks for coping and meaning-making (Chio et
al., 2008; Milner et al., 2019; Niu et al., 2021). For example, Yang and colleagues (2012)
explored long-term hospitalization in Taiwan and found that religious and spiritual frameworks
were predominantly used to explain and cope with various features of distress. While this is
similar to our synthesis, ours also showed that, other than being a way for participants to cope
and make sense of their experiences, it also influenced their help-seeking depending on the
ethnicity, culture, values, and beliefs of our participants.

The other common explanatory framework found was being a victim or persecuted; for
some participants this facilitated help-seeking, believing they were in danger. Some argue this
framework in particular arises from pre-existing potential difficulties, such as anxiety and
depression (Dominguez et al., 2011; Fowler et al., 2012), paranoia (Morrison et al., 2015),
metacognitive difficulties (Lysaker et al., 2014), or an “insecurely constructed self” (Trower &
Chadwick, 1995) that is externalizing the “bad” aspects of themselves. What this means for help-
seeking has been contradictory in both our synthesis and the literature, with some suggesting this
framework can delay help-seeking due to the maintaining factors of persecutory beliefs, the
person’s identity, and their self-esteem (Fornells-Ambrojo & Garety, 2009; Melo & Bentall,
2012; Tiernan et al., 2014) while others found that it generally does not impact clinical outcome

(Huguelet et al., 2010).

48



4.2.4. The role of significant others on facilitating and delaying help-seeking

Helpful involvement from significant others led to help-seeking for participants and less
helpful involvement led to delays. Several studies have demonstrated the role of others in
facilitating or delaying participants seeking help (Anderson et al., 2012; Castelein et al., 2015;
Compton et al., 2008; Connor et al., 2014; Fridgen et al., 2012; Marchira et al., 2012; Odeyemi
et al., 2018; Odinka et al., 2014; Weiss et al., 2021). Moreover, the finding that stigma delays
help-seeking in our participants is a well-documented finding, with a recent meta-analysis
showing significant correlations between age, sex, education, culture, and stigma (Eliasson et al.,
2021), as well stigma having a damaging effect on discrimination experiences at cultural,
systemic, and interpersonal levels — all which participants described as potential fears or
consequences to help-seeking.

An interesting finding was peer support and the different ways it facilitated help-seeking
for participants. While one may assume that peer support is mostly delegated to being a
supportive social network, we also saw participants seeking help after witnessing their peers
receive effective help (Macnaughton et al., 2015, p.295), and that disclosure sometimes began
with peers to gauge reactions prior to family members; also known as “conditional disclosure”
(Gronholm et al., 2016). Research on peer support shows that not only can loss of social support
predate the onset of psychosis and delay help-seeking, but that friends, family, and romantic
partners reported to have been affected by psychosis, too, as it made it more difficult to maintain
a strong connection (Harrop et al., 2014. However, efforts to implement peer support as an
intervention by mental health services have thus far been inconsistent and complicated
(Davidson et al., 2012), and a 2013 meta-synthesis by Walker and Bryant found that peer support

workers often reported low pay and prejudice from other staff.
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4.2.5. The role of services in help-seeking

Our results suggest that helpful involvement from services facilitated help-seeking while
less helpful involvement led to delays. Participants described staff friendliness, active listening,
collaboration and exploring options to have facilitated help-seeking. This aligns with a
“recovery-oriented” service which adopts a perspective that not only are service-users capable
and resourceful, but that they should promote a reconstruction of the dynamic between service,
healthcare provider, and service-user (Slade et al., 2014). However, participants also reported
negative interactions with services that delayed help-seeking, which is also reflected in the wider
literature. In a mixed-methods study by Cully and colleagues (2020), they found that a
significant portion of their participants had a negative experience engaging with services,
reporting an over-reliance on medication, inconsistences in personnel, insufficient follow-up, and
lack of empathy. This, along with our findings, suggest the relationships between service-user
and service has a powerful impact on decisions made when deciding to seek help, as well as
adherence to medication and disengagement from services. Thus far, efforts to change this have
been especially difficult in regard to services having the time, resources and training to develop,
implement, and evaluate effective organizational models to recovery-oriented practices (Ocloo &
Mathews, 2016).

It is usually when participants reached the “tipping point” that they received immediate
help, which is one of the most reported pathways to help-seeking for FEP (Armijo et al., 2013).
Our findings also showed that for some participants, once they sought help it was difficult to
adopt medical frameworks to make sense of their FEP, as the ones they generated were mostly
based on their beliefs, cultures, and values; they preferred a blend between medical and their

own framework. This is not uncommon and there have been debates around the appropriateness
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of a medical framework, for it can imply that clinicians are better at making sense of a person’s
experiences than the person themselves (Johnstone & Boyle, 2018). Using the “Recovery Styles”
concept (McGlashan, 1975), an “integrated” recovery style could allow service-users, once they
sought help, to explore the meaning psychotic experiences have for them and consider how it
emerged in a way that would increase their trust and engagement with services.

Negative relationships between service and service-user appear to be further compounded
in regard to ethnic, gender, power, and individual differences. For example, participants from
minority ethnic backgrounds commented on mistrust towards services based on negative
interactions they have had with them in the past. This is supported by reports of ethnic minorities
describing similar challenges when seeking care (Cook et al., 2013; Ghali et al., 2018; Lee et al.,
2014; Picco et al., 2016). Participants also reported delaying help-seeking due to concerns of
their treatment of care based on their ethnicity; it has been reported that services find it difficult
to improve equity and relationships in mental health care across races and ethnic groups whilst
also attending and tailoring to cultural differences (Breslau et al., 2017). This continues to
remain a challenge in services (Shim, 2021), and current research is exploring barriers to
advancing mental health equity (Graham et al., 2021; O'Keefe et al., 2021; Ramos et al., 2021).
This is a complicated subject to address as equality, diversity, and inclusion training has not
always translated well in practice or made significant change to people’s attitudes, beliefs, or
treatment of others, regardless if service-users presented with FEP or not (Dobbin & Kalev,

2018).
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4.3. Recommendations

4.3.1. Making individual voices heard

Given the challenges in advancing mental health equity, it is important for both
qualitative and quantitative research to explore individual and ethnic differences in regard to how
psychosis is made sense of, explanatory models that are generated as a result, and the
relationships developed with services and their familial and social network. This may improve
our understanding to pathways of care for psychosis and clarify how some factors, such as
explanatory models, can both facilitate and delay help-seeking.

4.3.2. Psychotherapeutic approaches within services

Making sense of FEP was shown to be important both prior to seeking help from a
service and afterwards, and work is needed to understand how it can be best addressed within
services. With psychotherapeutic interventions for voice-hearing, it may be beneficial to include
interventions such as meta-cognition (Dimaggio & Lysaker, 2010), narrative insight, and
rapport-building, as research has demonstrated improved outcomes (Brocker et al., 2020; Eichner
& Berna, 2016; Lopez-Morinigo et al., 2020; Moritz et al., 2019; Rosenbaum et al., 2012).
However, more evidence-based research is needed in how this could be implemented for people
with psychosis before seeking help from a service, during, and after discharge. There is also a
need to clarify the relationship between psychosocial stressors and psychosis due to participants’
initial misattributions of FEP; there have been correlational studies conducted, however more
research is needed to understand if these are co-occurring, are a result of one another, or
something else entirely. This could help healthcare providers better identify FEP given that

psychosis tends to emerge subtly and overlaps with experiences like depression.

52



4.3.3. The relational roles between service and service-user

In a systematic review by Eassom and colleagues (2014), they argue that for involvement
from significant others to be effective, there needs to be training for healthcare providers on
flexibly accommodating both family and individual needs. Therefore, more qualitative and
quantitative research is needed to explore how organizational and cultural changes can be made
in a realistic way for helpful involvement to happen consistently. This can include exploring
recovery styles that integrate service-user’s personal beliefs, such as their spirituality and culture.
Further, more attention should be paid in how we monitor people’s recovery styles that
frequently co-occur with psychosis, as it appeared to have a large impact on how they perceived

their quality of care.

4.4. Evaluating the meta-ethnography

This meta-ethnography was evaluated for strengths and limitations using the same 19-
item checklist under “quality appraisal.”

4.4.1. Limitations

Epistemological positions of the primary studies were often unclear, potentially losing
valuable information on authors’ influences, biases, and reporting of data. Further, while the
author of this meta-ethnography provided definitions for psychosis, FEP, and help-seeking, most
studies under review did not, which could have been important when exploring how authors
made sense of participants’ experiences. Meta-ethnographies are also interpretive and involve
translating studies to one another, which results in interpretations being influenced by the authors
own individual, cultural and historical factors. For example, it was difficult to extract meaningful

information about ethnic and individual differences across studies, unless this was already an aim
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of the authors. Further, sociodemographic information was mostly used to report descriptive
rather than interpretive differences. Therefore, it was not possible to sufficiently extrapolate
individual differences based on gender and culture, two of which were highlighted as influential
to help-seeking.

The present author initially felt concerned about missing potentially important individual
differences between participants when translating and synthesizing studies, which was important
given that the author is female and identifies as BAME. Discussions were had in supervision to
reflect on this and implement strategies to advance and progress the meta-ethnography. Finally,
meta-ethnographies are an evolving approach and there is a current lack of clarity and
comprehensiveness around the reporting of methods, analyses, and synthesis, which was found
to be challenging during phases “determining how the studies are related”, “translating the
studies into one another”, and “synthesizing translations”. As such, rigor and credibility can be
difficult to appraise, highlighting a need for methodological guidance that is tailored to meta-
ethnographies.

4.4.2. Strengths

A key strength of this meta-ethnography was that it had a clear approach to investigating
the research question at hand and provided definitions for the psychosis concepts that were going
be explored. It also used a rigorous research design and methodology to not only demonstrate
appropriateness to the research question but justify how data collection, and analyses would be
used. As there is little guidance on conducting this for meta-ethnographies, the author
consistently met with a wider meta-ethnography support group and used supervision for
discussion of this. Although there were participant and study characteristics missing from

individual studies, they were appraised and extracted transparently to ensure studies could
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address the research question. Another strength was a clearly stated epistemological position and
the author’s role in this meta-ethnography, as well as the role of her supervisor and meta-
ethnography group. In addition, the analyses and findings explored both complementary and
contradictory data, with the aim to add to the overall “richness” of the synthesis whilst still being
compatible with the research question.

This meta-ethnography attempted to be comprehensive in exploring individual and group
differences. The author was aware of her own biases, cultural, and historical influences and
utilized reflective discussions with her supervisor who was male and from a White background
to help in balancing views. The author also utilized reflexivity throughout the entire meta-
ethnography process by keeping a reflective diary, which helped in clarifying her position
towards psychosis and help-seeking. This was imperative in being able to demonstrate a holistic
and thorough analyses of the findings.

4.5. Conclusions

This meta-ethnography aimed to explore personal accounts of the facilitators and barriers of
help-seeking for FEP. 15 primary articles related to this aim were extracted, appraised, and
analyzed. Following Noblit & Hare’s (1988) guidance, two levels of analysis were applied to the
studies, which resulted in a total of five themes and six subthemes. The findings suggested a
chronological process of participants making sense of FEP, which either led to or delayed help-
seeking. When help was sought from services, the type of support provided appeared to be

influenced by participants’ interpersonal, cultural, individual, and systemic roles.
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Chapter I1. Empirical Paper

SPIRITUAL UNDERSTANDINGS OF PSYCHOSIS: THE PERSPECTIVES OF
SPIRITUAL CARE STAFF
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Abstract

Introduction: Pathologizing spiritual beliefs has been an ongoing challenge in mental health
services, especially when clinicians need to discern psychosis-like experiences that present with
religious or spiritual content. Thus, spiritual care services have been working alongside clinicians
on service-users having psychosis-like presentations, but there has been little to no research on
their perspectives or work with psychosis. Therefore, this study aimed to explore how spiritual

care staff make sense of experiences otherwise termed as “psychosis” in services.

Method: Using Interpretive Phenomenological Analysis (IPA), a multi-faith sample of six
participants were interviewed via a video conferencing software. This consisted of a semi-
structured interview and three case vignettes to explore their meaning-making experiences of

psychosis, spirituality, religion, mental health services, and spiritual care.

Findings: Participants acknowledged “psychosis” as a label that is applied to certain
experiences. These experiences were described as spiritual in nature as it affects a person’s
overall awareness, quality of life, wellbeing, and overlaps with co-occurring psychological,
environmental, and biological factors. Therefore, holistic working is emphasized; depending on
service-users’ needs, participants used validation, empathy, acceptance of service-users’
explanatory frameworks, support for medical involvement, and religious resources (e.g., prayer).
Mental health services were described as being more acknowledging of spirituality, but still
predominantly biomedical, with some staff underutilizing spiritual care in psychosis recovery

despite service-users finding it helpful and supportive.
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Discussion: Integrating spiritual care within the work of existing mental health services requires
ongoing conceptual and practical considerations, including spiritual care education, training, and

collaboration.
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5. Introduction

Psychosis occurs across several psychiatric, neurological, developmental, and medical
difficulties, making it important for services to assess, evaluate, and provide suitable support for
(Arciniegas, 2015). As most services are encouraged to adopt a biopsychosocial framework
(Kusnanto et al., 2018), they generally make sense of psychosis by using, but not limited to, the
Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition (DSM-V) and the
International Classification of Diseases, Eleventh Revision (ICD-11). These define psychosis as
generally presenting with hearing voices (“auditory hallucinations”), visual hallucinations, odd
beliefs (“delusions”), and a lack of self-awareness or “insight”. These characteristics or
“symptoms” are also believed to occur along a spectrum from mild to severe, is affected by
social and environmental factors, and is associated with cognitive and emotional disturbances

(Arciniegas, 2015; Arnedo et al., 2015; Linscott & Van Os, 2013).

It is not uncommon for clinicians to use a biomedical approach for psychosis as opposed
to others that may be more person-centered, such as a transdiagnostic approach (Kusnanto et al.,
2018; Raffay et al., 2016). Given the psychosis spectrum, it can present differently from person
to person (McCarthy-Jones et al., 2013), and a biomedical approach may be one way to narrow
down a diagnosis. However, studies show that not all people presenting to services with
psychosis find this approach helpful (particularly from minority backgrounds), and instead want
more tailored, culturally appropriate, and compassionate care (Hefti, 2011; Islam et al., 2015;
Weich et al., 2012). Aside from more family and community involvement in their care (Farrelly

et al., 2014), people with psychosis reported wanting opportunities to share how their spirituality
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and religion influences or affects their psychosis without it being pathologized by healthcare

providers (Marriott et al., 2018; Milner et al., 2019; Pelechova, Wiscarson, & Tracy, 2012).

5.1. Services working with psychosis

In mental health services in western countries, particularly the United Kingdom (UK)
where the biomedical and diagnostic categories predominate (Caspi et al., 2020; Pitt et al., 2009),
service-users experiencing psychosis may be deemed as lacking insight if they articulate or
explain their psychosis in a way that differs from conventional diagnostic categories (Marriott et
al., 2018). This is one of the reasons why there is a current debate around the appropriateness of
psychiatric diagnoses for presentations like psychosis (British Psychological Society [BPS],
2013; Johnstone & Boyle, 2018). This, along with the aforementioned dissatisfaction with the
biomedical approach from service-users, has led to several proposals for services to implement
approaches that accommodates both service-users’ needs and their personal meaning-making as
part of their care (Atapattu et al., 2022; Boardman & Shepherd, 2012; Jacob et al., 2015; Lysaker
et al., 2009; Noiseux et al., 2009; Skar-Froding et al., 2021; Tranulis et al., 2009). Further, the
UK’s government strategy “No health without mental health” (2011) called for healthcare
practitioners to focus less on psychotic symptom reduction and more on recovery-oriented
approaches that integrate service-users’ relationships, education, and “purpose”. Given reports of
“spirituality” missing from services, one such integration has been the inclusion of spiritual care

services (Milner et al., 2019; Raffay, 2016; Saleem et al., 2012).
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5.2. Spirituality, psychosis, and spiritual care services

Spirituality can be generally understood to mean having personal practices that increase
one’s sense of meaning, connection, and purpose (Gilbert & Parkes, 2011; Milner et al., 2019).
Psychosis and spirituality appear to frequently intersect and act as a mediator in psychosis
recovery (Marriott et al., 2018; Tuttle et al., 2019). If people with psychosis are experiencing it
with a religious or spiritual presentation, many prefer to seek help from faith healers first before
mental health services, which can either lead to or delay help-seeking (Dein et al., 2012; Islam et
al., 2015; Menezes & Moreira-Almeida, 2010; Suhail & Ghauri, 2010). This has led to a growing
call of including spiritual care services in mental health services (Leavey, 2010; Friedli, 2000;
Ministry of Housing, Communities, and Local Government, 2018; Wood & Alsawy, 2017), with
studies showing that people with psychosis particularly enjoyed working with spiritual and
religious leaders, as they would take a non-pathologizing approach to their beliefs (Hagen &
Nixon, 2010). Moreover, a qualitative systematic review by Milner and colleagues (2019) found
that even when spiritual and religious needs were considered “vital” by service-users, they were
often not integrated, as mental health services and healthcare providers expressed lacking the
confidence to thoughtfully integrate the spiritual aspect into someone’s care. This is what is
referred to as the “religiosity gap” in mental health services (Van Nieuw Amerongen-Meeuse et

al., 2018).

The “religiosity gap” in care can be challenging for both service-users and healthcare
providers; service-users may not be asked by clinicians about their beliefs and how it affects
their experiences, potentially excluding it from their care altogether (Dein et al., 2012). At the
same time, clinicians may find it difficult to distinguish between psychological disturbances,

such as an acute psychotic episode, and experiences that are aligned and consistent with service-
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users’ spiritual, cultural, or religious beliefs (Arnaud & Cormier, 2017; Menezes & Moreira-
Almeida, 2010; Spittles, 2020). Further, there is a significant underevaluation of spirituality
factors in psychosis recovery in mental health assessments and outcome measures (Grover et al.,
2014; Heffernan et al., 2016; Menezes & Moreira-Almeida, 2010; Milner et al., 2019),
continuous pathologizing of spiritual beliefs as mental illness (Mooney, 2009), and little research
that includes perspectives on psychosis from spiritual care services and staff (Cook, 2013). As
such, the World Health Organization (WHO) and UK National Health Service (NHS) have
emphasized spiritual care within healthcare services as essential to integrate (Sinha & Kumar,
2014; Barber & Parkes, 2015), in particular the consideration of alternative frameworks (aside
from the biomedical view) and the promotion of more positive service provider-service-user

relationships, particularly with ethnic minorities (Spittles, 2020; Weber & Pargament, 2014).

Currently, the spiritual and pastoral care services in mental health services can work with
people experiencing psychosis in a variety of ways, such as building resilience, increasing their
sense of connection, and promoting recovery and hope (Forrester-Jones et al., 2017; Heffernan et
al., 2016; Phillips et al., 2009). These services are usually made up of a group of staff, such as
faith leaders, who integrate spirituality and/or religion in a way that enhances people’s overall
wellbeing (Koenig, 2014). Service-users thus far have found the integration beneficial to their
recovery (Koslander & Arvidsson, 2007; Leavey, 2008; Rashid et al., 2012). With that in mind, a
2016 study by Raffay and colleagues in the UK found that, although participants benefited from
chaplaincy involvement, spiritual care services were not used widely enough as part of patient
care. This indicates a need for further exploration on spiritual care services and their perspectives

and work with psychosis.
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5.3. Rationale and aims

As spiritual care services are included in multidisciplinary mental health services, there is an
opportunity to develop our knowledge around how staff in spiritual services understand and
work with people experiencing psychosis. Therefore, this study aimed to explore the following

question:

How do spiritual care staff understand their work with service-users who experience

“psychosis®”?

2 Terms such as “psychosis” and its associated diagnostic definitions are currently being contested and debated on its

appropriateness, cultural relevance, and suitability. For the purposes of convenience for this study, experiences that involve
hearing voices, perceptions, or beliefs that others may consider “delusional” or “odd” will be classified as either “psychosis”,

“psychosis-like experiences”, or “people with psychosis”. This should not imply a biomedical causal understanding of psychosis.
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6. Methodology

6.1. Epistemological and spiritual position

The author of this study adopted a combination of a relativist epistemology and realist
ontology, otherwise known as a critical realist stance (Bhaskar, 2013; Pilgrim, 2019). This stance
acknowledges that not everyone that experiences or works with psychosis makes sense of it in
the same way (Cooke, 2020). It also acknowledges that statements about either psychosis or
working with psychosis is based on perspectives in a socially constructed world. As such,

statements by participants will be treated as perspectives rather than objective facts.

The author has a strong spiritual interest in psycho-spirituality, Sufism, folklore, and cultural
superstitions about the supernatural. Therefore for this study, the author took an agnostic
position in order to bracket her own beliefs, biases, and attitudes to ensure participants’

perspectives are conveyed in a conscientious and thorough manner.

6.2. Ethical Approval

The study complied with all necessary ethical and regulatory frameworks (See approval
letters in Appendix H). It received ethical approval from the University of Birmingham and was
organized through the National Health Service’s (NHS) Health Research Authority (HRA), as
participants were staff working in the NHS. The process of ethical approval included ensuring
informed consent (including confidentiality, anonymity, and withdrawal), data collection
methods, data management and storage, and prevention of harm to participants were

appropriately and suitably considered and implemented.
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6.3. Design

The method of this study was qualitative, given the need for more in-depth and
explorative research on spiritual care services and their work with psychosis. As such, two data
collection methods were used: a semi-structured interview and three case vignettes. These
methods were chosen to facilitate a detailed, explorative interview with case vignettes used as
part of illuminating meaning-making experiences of spiritual care and psychosis. The semi-
structured interview consisted of pre-written interview questions and topic guides (Appendix L).
The case vignettes were written by the researcher and aimed to reflect some of the most common

psychospiritual psychosis difficulties that can present in services.

The design was Interpretive Phenomenological Analysis (IPA) (Smith et al., 2009). I[PA
was chosen as its dynamic processes allows for rich and nuanced explorations of potentially
complex or ambiguous topics, such as spirituality, whilst also examining meaning-making and
subjective experiences, namely spiritual care, mental health services, and psychosis (Smith &
Osborn, 2015). Also, IPA’s “homogenous sampling” allowed for a multi-faith sample to be used,
which was favorable given most empirical studies on spirituality have been on single-faith

samples (Larkin et al., 2019; Weber & Pargament, 2014).

6.4. Setting

Due to COVID-19’s research restrictions, interviews took place online using a secure

video-conferencing software.
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6.5. Participants

6.5.1. Recruitment

It is typical for IPA sample sizes to be small (Smith et al., 2009). To have homogeny for
this study, a sample of four to 10 participants was aimed for, which is the recommended sample

size for professional doctorates (Smith, 2004).

Recruitment took place between February and March 2022. A non-randomized
convenience sampling method was employed: an email consisting of a brief outline of the
research aims (Appendix I), participant information sheet (Appendix J), participant consent sheet
(Appendix K), and contact details of the researcher was emailed to the manager of Spiritual Care
in a West Midlands UK mental health service. The manager forwarded the email to her staff of
spiritual care staff and chaplains®. Interested potential participants contacted the researcher on
her secure email address and a date and time would be arranged to conduct the interview. An
invitation link to the agreed interview date was sent after a signed consent sheet was obtained by
the researcher. Participants would have had to have met the following inclusion criteria (Table

7):

LR I3 CEINT3

3The term “chaplains”, “chaplaincy”, “chaplaincy work”, and “chaplaincy services” is used in this study
interchangeably with faith leaders, spiritual care, and spiritual care services because both the participants and the
manager of the spiritual care service also used those terms interchangeably when discussing the type of work and
service they provide.
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Table 7.

Inclusion and Exclusion criteria.

Inclusion Criteria Exclusion criteria Rationale

Faith leaders, spiritual ~ Spiritual/faith practitioners The study aimed to find participants

practitioners, and chaplains in training that have already had experiences and
chaplains perspectives working with psychosis.
Over the age of 18 Under the age of 18 The study aimed to recruit people

employed as spiritual care staff (i.e.,

will be working age).

Based in the UK Not based in the UK The study was interested in exploring
working with psychosis in a UK mental

health service.

Access to the internet ~ No access to the internet Data collection was conducted entirely
online.
Fluent in English Requires an interpreter Due to the limitations of research

sponsorship for this study, there were

no resources available to support the
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recruitment of an individual who did

not speak fluent English.
Voluntary Practitioners that charged  The study did not provide monetary or
participation fees for otherwise benefits for participating.

spiritual/faith/religious

consultancy

6.5.2. Sample

Eight potential participants emailed the researcher expressing their interest. Six were
included in this study, two were excluded. The reason for exclusion was because they never

responded when asked for an available interview date.

This sample consisted of two females and four males: two Muslim Imams, one Roman
Catholic Deacon, one Pagan Priestess, one Christian chaplain, and one Pentecostal Christian
Chaplain. The age range was between 42 — 68 years. To maintain participant anonymity, specific

ages and faiths of participants were not directly expressed or associated to any one participant.

6.6. Data collection method

6.6.1. Procedure

Participants met the researcher on a secure video-conferencing software and an encrypted
and password-protected Dictaphone was used to audio-record the interview. The shortest
interview lasted 55 minutes and the longest 95, for an average of 71 minutes. Participants were

only interviewed once. After the interview, the researcher stopped recording and debriefed the
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participants using a debriefing script (Appendix O). No participants withdrew from the study.
Continuous consent was used throughout in anticipation of delving into unanticipated areas and
subjects. Capacity was also assumed unless there was additional information to indicate
otherwise. The researcher then transcribed the interviews, anonymizing identifiable details where

possible (e.g., using different names or redacting service locations mentioned).

6.7. Data analysis

Each transcription underwent IPA analysis. The process of IPA analysis had two aims:
first, gather how participants understood their work with people experiencing psychosis,
identifying the phenomenological concerns of the participants and their claims about it. This was
done to produce an informed description that was as “close to the participants’ view as possible”
(Larkin et al., 2006). The second aim was to develop a more interpretive analysis by relating this
informed description to a wider, social, and/or cultural context. This helped provide more
conceptual understandings of how participants make sense of and work with psychosis-like

experiences (Smith et al., 2009).

The table below illustrates the step-by-step process of how IPA was used for this study.
An example of one of the participant’s (“Wilma”) (Appendix M) is demonstrated to further

highlight the process.
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Table 8.

The steps taken to carry out an IPA analysis.

IPA Steps

Reading and re-reading

Initial noting

Rationale (in accordance

with Smith et al., 2009)

Each transcript to be read
several times to begin the
process of understanding

participant narratives

Each transcript to be
explored in-depth: the
semantic content, language,

contents, and concepts used

An example: “Wilma”

Interview was re-read throughout
the transcribing process. Once
completed, it was continuously re-
read over several days to immerse

the researcher into the data.

The author generated a three-
column table: “Interpreted
themes”, “Original Transcript”,
and “Exploratory comments”.
Under “Exploratory comments” the
researcher explored the content,
language, metaphors, and concepts
used in transcript “Wilma”, as well

as her own reflections.
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Developing emerging

themes

Searching for connections

across emergent themes

Identifying quotes to

illustrate themes

To begin generating
interpreted themes for each
transcription that reflect
individual participant
narratives and the

researcher’s interpretations

To generate interpreted
themes across transcriptions
that reflect both individual
and collective participant
narratives, as well as the

researcher’s interpretations

To make clear connections
between each theme and

participant.

Using the same three-column table,
under “Interpreted themes” the
author wrote down the interpreted
themes of “Wilma” line-by-line,
which was also guided by the
notations made under “Exploratory

comments”.

“Interpreted themes” of each
transcript were compared and
explored both to gain an overall
descriptive summary of
participants’ narratives, as well as
to make interpretations of
participants experiences, narratives

and reflections.

Quotes from transcripts were
printed out and physically charted

until we reached clear interpreted
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themes with distinct voices

(Appendix N)

6.7.1. Reflexivity and monitoring quality in the analysis

To monitor research quality for IPA, the researcher followed the guidance of Nizza and
colleagues (2021), as it contained the most comprehensive guide on implementing and assessing
IPA criteria by using four “quality indicators” that contribute to a study’s trustworthiness,
adherence to IPA principles, transparency, coherence, and richness. This was applied to each
theme, sub-theme, quotes used, and any analytic commentary by the researcher. The table below

illustrates this process (Table 9).

Alongside this, the researcher kept a reflective diary. As the researcher is a North
African-Arab female in her early 30s with an interest in both psychosis research and spirituality,
the diary was used to track her emotions, beliefs, attitudes, and biases to psychosis, spirituality,
and mental health services. The researcher also reviewed the quality, rigor, transparency, and
trustworthiness of her findings with both her supervisor and a qualitative analysis support group,

which consisted of doctoral trainees and qualified research supervisors.
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Table 9.

Quality indicators as guided by Nizza and colleagues (2021).

Quality Indicators

Constructing a compelling

and unfolding narrative

Developing a vigorous
experiential and/or

existential account

Rationale (as provided by Nizza

et al., 2021)

Findings should convey a
“narrative” that is not only coherent
to the analysis but expresses the
hermeneutic circle that links to how
the researcher understood the

findings as a whole.

The quality of the analysis is
increased depending on the depth
and insight it can offer, which is the
primary of aim of
phenomenological inquiry in

exploring lived experiences.

How this was applied to this study

Each quote was used to contribute to
the narrative of the overall findings.
Analytic commentary by the researcher
about these quotes were aimed to not
only add to data richness, but be
interconnected, accessible, and easy to

follow.

Data was explored in-depth: what
“psychosis” means to participants, how
participants work with it, where
experiences differ and/or complement
the other, and how the findings
generate reflective activity by

participants.
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Close analytic reading of ~ IPA follows Heidegger’s (1962) Ensured steps in Table 8 were followed so

participant’s words hermeneutic phenomenology, which data could be grounded in its
considers phenomenological trustworthiness, used a reflective diary,
enquiry as inherently interpretive. and reviewed the quality, rigor,
This makes IPA a double transparency, and trustworthiness of the

hermeneutic challenge: participants  researcher’s findings with both her
make their own interpretations and  supervisor and a qualitative analysis
meanings of their world, and the support group.

researcher interprets their

interpretations (Smith & Osborn,

2008).

Attending to convergence IPA aims for an idiographic analysis The sample used was accessed
and divergence where each case is examined on an  purposefully to ensure participants were
individual and detailed level. able to engage fully with the interview and
Therefore, small purposeful samples case vignettes as part of illuminating their
are valued. experiential world and associated sense-
making. Each case was compared to
identify similarities and differences with
particular attention paid to nuanced
interconnections between and across

experiences.
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7. Findings

The following table consists of the three case vignettes that were provided to each

participant. These are referenced throughout the findings.

Table 10.

Case Vignettes that were presented to participants.

Name
Hannah

(Vignette A)

Vignettes

Hannabh is a 31-year-old woman who works as an Accountant part-time. For the last 2
weeks she has not been coming into work. A few months ago, she was talking to her
husband about seeing faces and shadows on the walls and hearing someone whisper
her name. She once tried to record it on her phone but found she could not and told her
husband she was afraid of “going mad.” Hannah told her husband she did not know
what this was and felt afraid. Since quitting her job, Hannah has grown more aloof and
detached, often avoiding talking to her family. Her husband stated that she can also
suddenly become argumentative and aggressive for no apparent reason. Sometimes her
husband hears her talking to herself when nobody is around. She has also been
refusing to eat and has explained that she suspects the neighbors are poisoning her
food. When speaking with Hannah, she says that she thinks someone — possibly the
neighbours — has “cursed” her and she is now being “tormented” by evil spirits.
Hannah does not feel much hope about her future and believes she must have done
something wrong in order for her neighbours to have cursed her. She has had some
suicidal thoughts but has never tried to harm herself. Hannah is attending spiritual care

as she would like help to remove the curse.
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Nadeen

(Vignette B)

Jimmy

(Vignette C)

Nadeen is a 25-year-old teacher who was very close to her father before he passed
away from a terminal illness with a life expectancy of just a few short months. Before
her father passed, he told her that they would remain in contact after death. According
to Nadeen’s husband, she went through a complicated mourning period when her
father died, as she first was completely devastated before becoming more cheerful and
more interested in returning back to work about 6 months later. Curious about the
dramatic shift, her husband began observing her around the house and noticed that she
was talking to herself in their bedroom at least once a day for an hour each time. When
he asked who she was talking to, she told him that her father likes to visit her once a
day to see how she is doing. Aside from that, he has not noticed any deterioration in
her mental health or her personality worthy of note, but he has asked her to visit a
service to talk about this. She told him that talking to her father makes her happy and
keeps her life normal and balanced. They both disagree about the source of this
experience and it is causing frequent arguments between them. Nadeen has attended
spiritual care as she wants her husband to understand that she finds the visits from her
father’s spirit comforting, and she is happy that these continue for as long as her father

wishes to visit.

Jimmy is a 28-year-old Master’s student who was diagnosed with schizoaffective
disorder when he was 25 years old after hearing voices that told him he was evil and
was going to suffer, as well as believing that he is being used as a vessel by a demon to
purge the world of evil. Terrified, Jimmy joined a spiritual/religious support group and

spent most of his savings with the religious group in an effort to manage the
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unpleasant experiences. However, Jimmy’s thoughts grew worse, so he eventually

sought psychiatric support, following which he was he was diagnosed and started on

treatment for psychosis. Since then, Jimmy has stopped believing in any higher power

and said he feels bittersweet about the entire experience and diagnosis. He now feels

he can attribute all of these experiences to the diagnosis and can orient himself better

to reality. However, his medication needs to be changed and Jimmy is worried that the

voices may return to try to convince him that they are “real”. Jimmy is visiting

spiritual care to see if they can offer any help with these worries and stop him

“slipping back”.

This following table provides a summary and overview of the findings. Each subtheme is

discussed within the broader theme and the participants that contributed to each subtheme is

made clear and distinct. This was part of developing an understanding of how participants

conceptualized and understood their work with people with “psychosis”.

Table 11.

Summary table of themes.

Theme

7.1 Spirituality
transcends and
connects the

individual

Subtheme
We are one entity, and things are

intertwined

Science as a part of spirituality

Participants contributing
Jason, Jerrod, Kareem,

Nadiyah, Wilma

Nadiyah, Wilma, Mick, Kareem
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The negative aspects of spiritual

experiences

Wilma, Jerrod, Nadiyah, Mick,

Jason

7.2 Locating
“psychosis” within a
wider context beyond

only the individual

The importance of understanding

the potential harm of psychosis

Psychosis can sometimes be a
mental health issue (but other

times not)

Wilma, Jason, Mick, Jerrod,

Kareem, Nadiyah

Wilma, Mick, Kareem,

Nadiyah, Jason, Jerrod

7.3 Chaplaincy as a
holistic and bespoke
approach to recovery

from psychosis

Providing a holistic care package

Using religious and non-religious

activities as a part of tailored

spiritual care

Working with the views that people

bring

Kareem, Wilma, Jason, Jerrod

Mick, Nadiyah, Jason, Kareem,

Jerrod

Kareem, Wilma, Mick, Jerrod,

Nadiyah, Jason
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Chaplaincy work is “not a magic ~ Mick, Jerrod, Wilma, Kareem,

wand”’ Jason

Challenges in implementing

chaplaincy work within services Mick, Jerrod, Jason, Wilma,
that emphasize a medical Kareem, Jason
framework

7.1. Theme I: Spirituality transcends and connects the individual

All participants acknowledged “psychosis” as a label applied to certain experiences, all
which occur within a framework of spirituality. What this spirituality framework consists of was
described by all six participants in similar, yet broad terms: an “awareness” (Jason; line 171) a
person has when trying to understand their experiences, environment, and themselves. As such,
participants understood psychosis as a spiritual experience, characterizing people experiencing
psychosis as often trying to make sense of what is happening to them and around them.

This was not to be confused with religion; participants stated that religion is a part of
spirituality but contains specific “practices and rituals” (Kareem; p.6, line 254). Spirituality on
the other hand is a “generality” (Mick; line 38) that can accommodate various experiences and
beliefs, like psychosis. Due to spirituality’s broad definition, “lots of people can fall into [this]
category” (Mick; line 173/4), which can make it difficult to discern psychosis-like experiences

from others. Jason, however, argued that that is precisely why this framework is important, as it
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can yield a better understanding of how experiences can be affecting several areas of a person’s

life:

“Because my experiences is that sometimes people who are deemed to have experienced
psychosis, that can be an aspect of what of what they are experiencing that that is mental.
But that can be an aspect that is tied up in their spirituality....I think the danger is, is that
the spiritual aspects, just gets missed, because because sometimes, medical practitioners
don't understand how deeply embedded people's spiritual thought and spiritual

framework is within their whole being” (line 208 — 213)

Here we see Jason describe potential pitfalls that may occur if psychosis-like experiences
are only made sense through discrete frameworks, such as medical-only. He also emphasizes the
importance of exploring how psychosis can intertwine with other aspects to the person, such as
their sense of self. Other participants also described experiences that are labelled as psychosis
can be understood as having spiritual qualities that are connected to a person’s wider experience.
Given this conceptualization, it is important to explore and understand how spirituality is related
to and a part of psychosis-like experiences.

Most participants drew on a range of experiences to describe how it is connected and
functions as a part of the spirituality framework. Some focused on physical spiritual experiences,
with Jerrod expounding on the importance of “healthy eating” (p.13, line 556) as not just a part
of spirituality, but a potential mediator of psychosis, as it allows us to be “tempered in everything
we do” (p.13, line 557). Similarly, Kareem cautioned against “wastefulness” (p.4, line 131) of

“very precious” (p.4, line 132) natural resources, such as drinking water, when it can be used as a
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spiritual cleanse to “renew yourself and refresh yourself” (p.3; line 104 — 105) when
experiencing distress. Other participants drew on the relationship between spirituality and
subjective experiences; some used broad descriptions, such as experiencing “quietness and
peace” (Jerrod; p.3, line 120-121) and feeling “hope...you’re comfortable” (Nadiyah; p.5, line
181). Wilma, however, drew a more direct relationship between psychosis, subjective
experiences, and spirituality. First, she defined subjective spiritual experiences as “whatever
makes your heart sing” (p.2, line 62), which can include a range of activities that make one feel
“joy...connected...support” (Wilma; p.2, line 62-63). Second, she emphasized the importance of
services seeking out an understanding of these subjective experiences, especially how a person is

experiencing their psychosis:

“It depends on the service-user. Because some people might hear and see things that
other people can’t and be totally freaked out by that...and then there are other people
who will experience the same thing, and...actually quite enjoy it... theyve got, I don’t
know spirit guides or what they call spirit guides, or friends who are in spirit” (line 322

—328)

As argued by Wilma, it is important to understand how people’s subjective experiences
of psychosis; some might find it frightening and others can feel an increased sense of connection
to their spirituality.

The impact and influence of external factors on spirituality and psychosis-like

experiences were also highlighted by participants, particularly nature. Here Kareem explains:
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“...human being is not a physical body only but there is a spiritual being and the human
spirit, human soul... God is unseen. You cannot see in this worldly life to his being.

However, you can see the Signs of God the glorified in nature, in yourselves” (line 181-

190)

Kareem describes seeing not only the divinity in nature, but how it can be used to
increase our sense of connection to experiences beyond the individual self. Wilma explained how
this is related to people experiencing difficulties. She stated that because people with difficulties
often “don’t feel connected to anyone” (p.6; line 241 — 242), nature can serve as a non-

judgmental relationship that accepts and validates them. She described it as such:

“We follow what the Earth does...so, that connection that I talk about will be going and
sitting in the garden, um, or outside. Putting my bare feet on the ground, feeling the earth
feeling, even if you even hug a tree. Sometimes you can feel the warmth of a tree, and you
might get images in your mind, you know, or listen to the birdsong or feel the warm sun
on your face and it's a form of connection to something that's not going to prejudge you,

actually, and you know what, it's always there. And it can always nourish you” (line 230

—248)

Here, Wilma characterizes nature as a part of spirituality and spiritual experiences; as it is
a part of the Earth, how we interact with it can provide support and connection we may not find
elsewhere, particularly for those feeling alienated or isolated. The relationship between a person

experiencing difficulties, like psychosis, and how they interact with their environment was seen
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as another example why a spirituality framework can allow for more exploration on psychosis-
like presentations and how it relates to intertwining subjective, perceptive, and physical
experiences. Psychosis’s intertwining nature is also why Jason disagreed with notions that
“divide” (p.9, line 356) psychosis from the mental, physical, and spiritual experiences, such as a
biomedical framework, when “the truth is we are one entity, and those things are intertwined”
(p.9, line 358).

Using the same framework, four out of six participants also likened science to a type of
spiritual experience, seeing it is another way humans make sense of experiences like psychosis.
When asked to explain how science belongs in this framework, participants drew on different
ideas or understandings. Nadiyah simply characterized it as a “link in between” (p.4, line 169)
that, while “explainable” (p.4, line 173), we have yet to discover how. Wilma on the other hand
posited this link to be energy, and goes on to describe how it can be understood both

scientifically and spiritually:

“Because I believe we've got an energy field within us, all of us. That's what keeps us
alive. And when we die, the body just disintegrates and goes back to the earth again. But
our spirit and our soul of who we are is energy. And I know from science [that] energy
can't be destroyed. It only you know, evolves and, you know, and goes into something else
and it just transforms, doesn't it, you know? So I do like to bring science like that in
where I can, you know, especially with spiritual things, and I'll bring science in sort of. 1

think the most science I'll use is energy” (line 210-213).
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Here, Wilma uses the scientific conceptualization of energy to explain how it can be
applied to spiritual experiences. She also demonstrates how it fits within the spirituality
framework by using the idea of energy fields for the physical body and transcendent self. On the
other hand, Mick suggested that the link between science and spirituality is in how they approach

ideas:

"Because there are elements of both of those that actually rely on belief... um, it,
Astrophysicists talk about dark matter. But they've never seen it [giggles]. So it's there
are some things that we have to work on from a point of belief and we may not

necessarily ever get to a point of proof that we feel comfortable with” (line 164-168)

According to Mick, what makes science a part of the spirituality framework is that they
both approach ideas starting from the position of belief, with some that may or may not be
provable. In contrast, Kareem stated that while spirituality and science “both [go] hand in hand”
(p.6, line 227), they are usually used for separate purposes within this framework, with science
being used for experiences that can be explained “rationally with your intellect” (line 166 — 167)
and spirituality does not. According to participants, acknowledging this link was important when
working with psychosis-like experiences because of the possibility that a biologically-based
illness may be occurring alongside other experiences. Science being a part of spirituality means
that medical-based reasonings underlying psychosis would not negate other spiritual experiences
happening as well.

All participants acknowledged that spiritual experiences occurring within this framework

were not always helpful or beneficial. Spiritual experiences described by participants were
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characterized by both positive and negative examples. With the concept of energy, Wilma
described it as enmeshed in our everyday experiences, which could increase our connection to
spiritual experiences, but can also lead us to “energy vampires” that decrease our connection
(p.5, line 178). She explained this meant being “totally drained of energy” (p.4 line 173) when
trying to connect to our own or others spiritual experiences. This also applies to psychosis-like
experiences, with Wilma expressing that when energy is spent on hearing voices or hearing
““‘Spirit’ [it can] exhaust them” (p.5 line 196). This was similar to Jerrod’s conceptualization,
except he focused more on how it affects the wider network. Because “‘Spirit’ are easily, um,
transferred” (p.11, line 470) from person to person, Jerrod argued that carrying “generational
curse[s]” (p.11 line 471) can occur as a result of past hereditary or ancestral actions; this can lead
to negative spiritual experiences that affects families like spiritual possession or, in the case of
“Hannah”, difficulties with her neighbors. Nadiyah, unlike Wilma and Jerrod, argued that
negative spiritual experiences can happen “without any cause” (p.9 line 354) or control by the
person, given that “it is natural [to experience] negativity” (p.3, line 130) in everyday life.

Due to the potential spiritual experiences being negative, Mick emphasized the need to
“proceed with caution” (p.7, line 308 — 309) when exploring psychosis-like experiences within
this framework, especially as some negative experiences may be attributed to “fixation[s]” (p.8,
line 312) or “self-harm” (p.8, line 313). Likewise, Jason provided an example of a service-user
who had certain spiritual interests that initially started off as helpful, but led to having a negative

impact on him when he began to believe that he was a messenger of God:

“He was really into something called biblical numerology, which was...making sense

of... the use of numbers...in the Bible, which is a whole particular area of theological
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study...his desire to try and interpret the future seen through numbers is a practice that's
been practiced theologically for hundreds of years. But where it led him was to a place
where one but virtually, ‘I am the “Sent One” ... these medical staff have got absolutely

nothing to say to me, because they're all damned, and they're going to hell’” (line 222 —

240)

We can see here Jason clarifying that biblical numerology is not inherently negative and
is a legitimate topic of academic study. However, how it was utilized by the service-user in
relation to their psychosis led to them disengaging from healthcare services, which otherwise
could have helped support or navigate them through these experiences. This example also
demonstrates that what makes these experiences positive or negative depends on how it is used

and made sense of. Mick explained this duality by comparing it to foxgloves:

“...foxgloves. Nice flower to look at. But actually, if you take a very small amount of it, it
can help with heart disease. But if you take more than a very small amount of it, it will
kill you. And so you have in God's creation, both potential for Good and Evil dependent

upon what we do with it” (line 689-692).

Using the example of foxgloves, Mick compares the potential of our experiences —
including psychosis — as being positive or negative depending on how we make sense of them,
explore, and act upon them. This duality also highlights the importance of understanding the
intertwining nature of psychosis-like experiences and how it can help to explore it

multidimensionally, such as within a spirituality framework.
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7.2. Theme II: Locating “psychosis” within a wider context beyond only the individual
According to participants, psychosis-like experiences being interconnected and
intertwined means that, to make sense of it, its co-occurring physical, spiritual, psychological,
and environmental aspects and experiences need to be explored. What is psychosis, however,
was difficult for participants to explain and there was no universally agreed definition among

them. Wilma, for example, defined psychosis both clinically and non-clinically:

“Okay, so obviously, you've got the clinical, uhh the clinical definition of that. So that's
hallucinations, auditory and visual hallucinations, delusions of grandeur, etc....and then
from my perspective, in my spiritual circles, people will often say that shamans
experienced psychosis...because they are feeling, and they are connecting to a different

dimension and a different realm” (line 72 — 79)

This extract demonstrates two important qualities participants highlighted when defining
psychosis: one, psychosis can have more than one definition, and two, psychosis can occur in a
larger context. Wilma illustrates this by comparing psychosis-like experiences with shamanistic
spiritual experiences. Nadiyah, on the other hand, described psychosis as possibly being a “lack
of mental wellness” (p.5, line 211), but also as “evil whispers” (p.8, line 315) depending on how
someone’s psychosis was being presented. Jerrod, Jason, and Kareem broadened their definition
of psychosis, as an “experience that is irregular” (Jason; p.5, line 191) or “people who are
affected” (Kareem; p.5, line 204). Jerrod explained this to be a deliberate choice to acknowledge

and accommodate multicultural groups and the stigma associated with psychosis:
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“It means for me, people who have challenges because I don't want you know, some of
our Afro-Caribbean guys and, there's a lot of stigma, and they don't want to use the

word...so, I don't push it in your face. I try to use terminology that they can identify with”

(line 127 — 132)

Here we see Jerrod adjust and tailor his definition to the intended audience, highlighting
multiple ways psychosis can be understood. Mick also took this into account; he commented that
the word itself means “generally just mental illness™ (p.6, line 242), but alluded to how it is

usually applied depending on when, where, and how psychosis-like experiences occurred:

“And she said to me, she said, ‘If I go into church and I talk to God, people call me
“Holy”. If I go into church and God talks to me, Doctor so and so calls me “Paranoid

Schizophrenic” again and puts me back into hospital’” (line 285 — 286)

In this extract, Mick emphasizes the impact and effect of context by drawing a
comparison between two environments, both in which the same behaviors are being exhibited,
but only one receiving a “psychosis” label. Although Wilma acknowledged definitions of
psychosis, she expressed not wanting to use terms that were “pigeon-holed” (p.2, line 57).

Instead, she described using explanations that would help them “engage with their spirituality”

(p.3, line 101):
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“...s0 whether that is again a chemical imbalance... I try to say to them, ‘Well, you know,
you're here [in] this world right now and it's hard work having one foot in this world and

one foot in the spiritual realm’” (line 304 — 306)

Here we see Wilma describe how she would explain the spirituality framework to a
service-user, highlighting its duality and overlapping nature, including a possible biologically-
based illness. When it comes to defining psychosis, participants appear to allow for multiple
explanations and possibilities, rather than one definition.

In general, participants considered psychosis harmful only if “it [became] disruptive for
someone” (Wilma; p.7, line 288). However, participants differed on which experiences were
considered harmful or not. With case vignette “Nadeen” Jason, Mick, and Wilma did not view
her presentation as harmful. Jason came to that decision by considering the wider cultural and

societal understandings of family, bereavement, and death when examining her case:

“...in Western society, the tendency is, is that sense of death is final or that person is
dead. And that's it. But, but certainly certainly in African and also Afro-Caribbean kind
of culture and, and and from what I understand in, in Asian culture, as well, you know, [
would say that, that sense of connection to your ancestors is a really important aspects of
of of life, and a little bit like, perhaps people in this country might go and visit a
gravestone and speak to their mother or their father who's buried in the ground. Well,
what what Nadeen here is doing is not any different from that. And my you know, my, my
view would be as long as it it didn't become overbearing, or, you know, I think that, you

know, you just, it's part of the grieving process... you know, these are themes that are you
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know, dealt with in films like “The Lion King”. This is this is pretty mainstream in some

way” (line 394 —415)

In this extract, Jason describes how he concluded that “Nadeen” was not a case of a
harmful psychosis experience. By acknowledging how other cultures deem ancestral connections
as important to maintain after death, he characterized “Nadeen’s” case as a “mainstream”
grieving process that intersects with other cultures, experiences, and conceptual understandings
of life after death. Wilma came to the same conclusion, but emphasized the commonality of this

kind of spiritual experience:

“So why shouldn't she speak with her dad whether he's in her head or a heart or whether
his energy is next to her? You know, for me, I don't think there's anything detrimental
there. It's not disturbing... [similar experiences like ‘Nadeen’ happen] all the time

[giggles]. And they're not in hospital....Yeah, [it is] common” (line 508 — 519)

As Wilma states, “Nadeen” believing she is speaking to her deceased father does not
appear be causing a detriment or progressing any disturbances, normalizing this experience as
happening “all the time” to people who do not seek or require hospital support. Mick made very

similar arguments, but added that “Nadeen’s” beliefs cannot be proven or disproven:

“...whether that is delusory [pauses] is almost irrelevant. It's not particularly causing

anybody else any harm... And in many ways, if this is how she's coping with a [pauses]

bereavement...It's not causing her problems in her functioning as a human being and so
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just because I don't understand it and how it's possible it comes to that thing of this isn't
something that is necessarily going to lead me to think hang on there's a problem here

that something [pauses] bad is happening” (line 554 — 563).

Here, we see Mick consider several possibilities: a delusion, coping style, or genuine
mediumship — all of which he cannot validate. Instead, what was important to Mick was the
degree of harm these beliefs were causing to “Nadeen” and her wider network.

In stark contrast, Jerrod, Kareem, and Nadiyah viewed case vignette “Nadeen” as a
harmful presentation that requires support. They emphasized less of the vignette’s co-occurring
factors and more on their faith-based positions. Based on his faith, Jerrod stated that “Nadeen’s”
was harmful and needed help because “Dead don't talk to people and cannot talk...you cannot
talk to a deceased person” (p.10, line 401 —403). Likewise, Nadiyah characterized “Nadeen” as
one of “extreme connectivity...extremism...a very huge illness” (p.10, line 418 — 420), as it
prevented the grief and “sadness [that] comes naturally” when someone dies (p.11, line 438).

Kareem shared the same perspective, adding:

“...every being has to taste the death. That is a reality which no one can deny...so she is

having some mental health issues” (line 432 — 434)

Kareem states that, because everyone eventually dies, “Nadeen’s” denial indicates mental
health difficulties. Regardless of differences in perspectives, case vignette “Nadeen” helped
highlight that not only did participants make sense of psychosis from the context of a service-

user, but that it was influenced by their own beliefs and perceptions, as well.
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Interestingly, participants were able to discern when experiences were related to mental
health difficulties. With case vignettes “Hannah and “Jimmy”, five of the six participants
characterized their experiences as “acute psychosis” (Wilma; p.10, line 412), “becoming
mentally ill” (Mick; p.10, line 421) or “mental health issues” (Kareem; p.7, line 549). With
“Hannah”, Mick described her case as “mental illness rather than necessarily, um, from being
tormented by evil spirits” (p.11, line 438). When asked how he came to that conclusion given

psychosis’s intertwining nature, he explained:

“A lot of it is about listening and about what happens in the beginning. And what

happened just before the beginning” (line 439 — 447)

In this extract, we see Mick’s emphasis on listening to a service-user’s perspective, their
chronology, and sequences of these experiences when considering if causes are mental health-
related. Wilma also shared the same view about “Hannah”, and shared questions she would ask

to help “locate” and contextualize the psychosis:

“...she talks about evil spirits and being cursed. So where has she got that information
from? You know, has she been read- because I've had people say to me before they've
been cursed since they've been using tarot cards and I've talked to them about that. So
wonder where this has come from? Because has she been watching a TV program? Has
she read a book? What does she think about that? You know, is it from a Christian

upbringing? Has she been talking to people from spiritual circles...it could be that
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somebody wants to speak with her, or, you know, and does that worry her? ...but

then...[it] could definitely be an imbalance in the brain” (line 412 — 425)

Here, we see Wilma consider several potential sources of “Hannah’s” beliefs around
spirits and curses, including biologically-based reasons. Nadiyah described working within the
spirituality framework when considering if “Hannah’s” case was mental health-related, in
particular diet and sleep, because “if they’re not eating properly...[this can] make them hear
voices” (p.8, line 313 — 314). Not all participants, however, used or agreed with this process of

discernment. Jason argued that discernment would not be possible or helpful for “Hannah™:

“...those two things are so intertwined....the idea that you can extract one from the other
is, is you know, you're in danger of actually doing more damage and so and so the person
needs help from a mental health perspective, but the person also needs help from a

spirituality perspective” (line 354 — 361)

Here we see Jason reiterate the spirituality framework and its intertwining nature with
“Hannah”. According to him, discernment may be a danger, potentially reducing support for her
to one perspective rather than using a combined mental health and spiritual approach.
Interestingly, with case vignette “Jimmy”, Jason described it as “schizophrenia” (p.11 line 476)
that would require medical and mental health support first. When asked why, he described the
presentations in this vignette as “much deeper” (p.11 line 475) and progressive in disturbance
than the other vignettes. All other participants agreed “Jimmy’s case was mental health-related

given the harm that occurred and that he required medical support. Jerrod was the only
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participant to emphasize a potential co-occurring spiritual experience; he considered the
possibility that “Jimmy” was “possessed” (p.11 line 460) but emphasized mental health and
medical support first. “Jimmy’s” spiritual abuse was highlighted by all participants as an

important reminder of how spirituality can be exploited and become a harmful experience.
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7.3. Theme II1: Chaplaincy as a holistic and bespoke approach to recovery from
psychosis

When working with psychosis, participants described their approach in spiritual services
as holistic, validating, empowering, and tailored to the service-user’s goals and needs. Kareem

expressed it as such:

“Chaplaincy department can provide help [in] other therapy, you know, provide health
[in] all that contribute to the wellbeing. It’s the whole package... 'Cause sometime, social

aspects are crucial, you know, sometime their matrimonial problems making them, you

know, possessed. It all depends” (288- 290)

Here we see Kareem emphasize the “whole package” of a person and the various
difficulties that can be addressed. All six participants emphasized holisticism in psychosis

recovery. Jerrod expounded:

“...you have to be there for them in a fair [way] and try to keep it balance and just
support them on making sure that they, you know, they have access to resources that they
need to help them on their journey. And just making sure that they are getting a holistic

care package, so to speak” (line 73-77)

In this extract, Jerrod describes holistic working as including support and resources based
on the service-user’s needs, characterizing it as a fair and balanced approach. These resources
could also be religious; five out of six participants indicated using prayer and religious objects or

totems, such as amulets, prayer cards, water, and holy books to help bring a service-user “peace”
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(Mick; p.12, line 484) and “heal” (Nadiyah; p.3, line 95). Non-religious resources on the other

hand were described more generally, such as being a “listening ear” (Jason; p.1, line 25), but

also:

“Some people they just need company...some people they like to discuss their family

problems. Some people, they have some social issues, and some even they have some you

know, social services issues” (Kareem, line 252-255)

Here, Kareem provides different examples of non-religious support depending on the
service-user’s needs from chaplaincy. According to Jason and Jerrod, the variety of resources
also allows them to provide tailored support for people experiencing psychosis that come from

diverse backgrounds, paying particular attention to individual and cultural differences:

“Different strokes for different folks, everybody will be, um, be different. And bring in
their culture. Try to identify with some of their culture and what they're used to.
Especially with some of those who are very culture-orientated. And try to adapt to some
of the culture from, you know, from Africa, from India, from the West Indies, and try to

reflect and adapt some of that” (Jerrod; line 203 — 206)

In this extract, Jerrod describes how, under the umbrella of “different strokes for different

folks”, he utilizes resources that are appropriate to a service-user’s identity and culture and uses

reflective skills to help tailor support.
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Validation and acceptance were also part of holistic care for people experiencing
psychosis, according to all participants. This included “supporting them whatever stage they’re
at” (Wilma; p.14, line 611), “[letting] them be themselves” (Jerrod; p. 5 line 199), “believing
them” (Wilma; p.9 line 387) and “[listening to] them” (Nadiyah; p.1 line 25). Mick explained

this as different from enabling and agreeing with service-users’ views, clarifying:

“There are times when people told me of experiences and I would say I believe them in
terms of their undoubted sincerity. I do not understand how I have to accept that in effect
in faith. And that has to be because we can't know everything....But just because I don't

know doesn't mean it cannot be” (line 192 — 199)

Here, Mick makes a clear distinction — he can validate service-user’s beliefs about what
they are perceiving without accepting it to be objectively true. The extract also shows that, even
if Mick cannot verify a service-user’s beliefs, he would be not consider it a barrier to his

chaplaincy work with them. Jason expressed a similar perspective:

“People can have views that are warped, but you can't just dismiss those views. You've
got to work with them. And you've got to help that person to make sense of them and, and
also help to level with them so that they can come to a more considered understanding of

the stuff that they're reading, taking in or believing” (line 241 — 244)
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In this extract, Jason emphasizes the importance of hearing views even if “warped” in
order to support the person in their recovery. Validation and acceptance were most apparent with

case vignettes “Hannah” and “Jimmy”. With “Hannah”, Jerrod characterized it as such:

“You're accepting what she's saying... We are not shunning it, we are not pushing it
away. We are accepting. Because sometimes they can be very adamant and
argumentative. And we say ‘We know you are feeling suicidal. We know that sometimes,
um, you you you your neighbor has cursed you. So we believe what you're saying,

Hannah” (Jerrod; line 369-372)

In anticipation of “Hannah” becoming argumentative, Jerrod would accept what she is
saying without “shunning” it, acknowledging her suicidal thoughts and beliefs about being
cursed. With “Jimmy” Mick validated his experiences by highlighting the impact of religious

abuse on “Jimmy” rather than encourage a return to faith:

“...it's religious abuse and there's therefore going to be a lot that actually is going to
need unpacking with this that a part of what's happened for Jimmy. And that whether he
comes back to a belief in any higher power is in, um, some ways, not irrelevant, but is is
not necessarily something you can unhook. And that's because of the abuse he has
suffered. And the fact that this was mainly financial rather anything else doesn't make
any real difference. It's still the fact that he has been abused. His trust has been abused.
He has been manipulated by people and that has been done in the name of religion” (line

658 — 664)
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Along with acknowledging religious abuse, Mick states here that the purpose of working
with “Jimmy” would be to unpack his experiences rather than reinstate his spiritual beliefs,
which may no longer be possible — a perspective that was shared by all participants. However,
Jerrod also added that having a conversation with “Jimmy”” about his options to engage with his

spirituality or chaplaincy can be helpful:

“I'would say to Jimmy... ‘I'm not gonna try to indoctrinate in any shape or form.
Whatever this is gonna take, I'm happy to support you. But if anytime in your journey you
do think, you know, you want to know more about God, you know, I am still here to
support you. And I will be still praying for you.’ So, you know, I still give him, I still leave
the option for for for Jimmy to visit and to get spiritual care if he do need help. So I don't
shut it down. I don't shut him down. I say, ‘Eh, I'm still here to support you. I'm still here
with you on your journey. You really want to continue what you're doing and I will

continue doing what I'm doing but whenever you're ready’” (line 519 — 525)

In this example, we see Jerrod providing validation, acceptance, and tailored support.
Emphasizing it is an “option” to work with chaplaincy, Jerrod reiterates that support from
chaplaincy is available to those who want it as part of their recovery.

There appears to be exceptions on what beliefs or perceptions can or cannot be accepted
or validated. Since views were split on whether “Nadeen” was having a harmful experience or
not, participants also differed on what chaplaincy approach to use. The participants that

characterized her beliefs as not harmful described an acceptance-based approach: “[giving] her
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space” (Jason; p.10, line 427), offering support only if “Nadeen wanted [their] help and support”
(Wilma; p.13, line 526), and being available to support “Nadeen’s” significant others.
Participants that characterized “Nadeen” as having a harmful experience chose approaches based
on their faiths. Kareem, for instance, said that with “Nadeen” he would be “sympathetic [and]
not judgmental” (p.11 line 454) but will “need to explain to her [religious] teachings about

death” (Kareem; p. 11 line 454 — 455). Jerrod also described using the same faith-led approach:

“So you have to come up with thoughts to prove to her that what's happening to her is not
real. Maybe take her out into the cemetery and say ‘Look this is where your dad is’... So
11111 just tend to not go around the bush, I just come simple and direct. I just straight
the point, yeah? I'm just gonna go straight the point and say, ‘No you cannot talk to a

deceased person’” (line 397 — 403)

In contrast to case vignettes “Hannah” and “Jimmy”, Jerrod described a more
straightforward dialogue with “Nadeen,” emphasizing these experiences as objectively not real
and would consider showing her where her dad is buried to help accept her father’s death.
Nadiyah had a slightly different faith-led approach; she described giving “Nadeen” three options,
“healing treatment from religion or via treatment from the medications...or [from both]” (line
458 —459). Although approaches differed, participants were still able to demonstrate how they
would work within the spirituality framework to make sense of these experiences holistically.

Empowering service-users to be actively involved in their own care was also

characterized by all participants as part of spiritual care for psychosis. Mick noted:
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“...I can't come in necessarily wave a magic wand and bless you, and everything is going
to be okay...it's got to be about what are you going to be able to do to bring yourself to

peace with that...This is not a ‘Get Out of Jail Free’ card” (line 514 —521)

Here, Mick states that chaplaincy support is not a “magic wand” but instead encourages
self-management, responsibility, and empowerment rather than paternalism. Empowerment
could also include being “upfront” (Jerrod; p.10 line 409), like Jerrod’s approach with “Nadeen”,
as well as through affirmations with service-users that “they’re stronger than they think” (Wilma,
p.9 line 388) and “giving [them] alternative[s]” (Kareem, p.11, line 476) about the types of

resources they can request from chaplaincy. With “Hannah”, Jerrod gave a clear example of how

he would empower her:

“I would get a blank sheet of paper and I would, write, uh, draw a line and I would write
all the negative things that is happening to the individual. And then I would write all the
positive things that is happening to the individual. Sometimes the positive outdo the
negative, sometimes the negative outdo the positive. When the positive outdo the
negative, I say, ‘Well you have more positive than negative’, Yeah? But I wanted her to

take away one positive from this and t-try to work upon it” (line 312 — 317)

Similar to an acceptance-based approach, Jerrod described not only validating
“Hannah’s” views, but focusing on facilitating self-improvement skills. Whether these tools are
applied by the service-user or not, participants emphasized supporting them in “[making] their

own decision[s]” (Jerrod; p.5 line 207), as chaplaincy is not necessarily about “...[guiding]
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people. But certainly... to give a religious perspective and then leave people to make their
decisions” (Jason; p.3, line 110 — 111). This also reiterates the perspective that chaplaincy is
supportive, validating, and empowering, but not a “magic wand” (Mick, p.12, line 514).

As participants deemed science as part of a spirituality framework, all participants noted
that holistic work with psychosis often includes medical support. As “God has given us [gifts] in
terms of creation [which] includes pharmaceuticals” (Mick; p.16 line 682 — 683), all participants
supported an integrated approach, where “prayer and medication [work]” (Jerrod; p.3 line 109)
in combination. However, this was seen as a challenge to implement in services, with
participants characterizing mental health services as favoring more medical frameworks for

psychosis recovery than a holistic one. Mick in particular stated:

“...we're both here to help by coming from a different place, we're not here to contradict
each other, but equally, we're not the other person, and we need to keep some of that

balance” (p.13, line 530-541)

Here, Mick states that both a medical and spiritual approach can complement rather than
contradict the other, as long as the roles are made clear. Some participants like Jason noticed
services have improved in their “acknowledgement of spirituality” (p.2, line 54 — 55) and
spiritual care, however, there is still “room for improvement” (Jerrod; p.4 line 174). In the
following extract, Wilma describes her experiences of working holistically with psychosis

alongside medical doctors:
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“Well, I think sometimes, just like everywhere, there are some doctors that are better
than others, shall we say, and you will get some that are, ‘No, no, no. It's definitely a
chemical imbalance’, won't look at anything else. That's it. Medication, medication,
medication, and then you'll get some that are more open minded shall I say, you know,
and I have, I've worked with both kinds of doctors really, you know, and the doctors that

are more open minded, tend to be more, um, sympathetic and listen” (line 296 — 301)

Here, Wilma compares two medical approaches: one that uses a framework that is mostly
based around medication, and the other that includes more of the service-user’s perspective in
their care. She described a preference for the latter approach, as it is easier to use her holistic
approach alongside.

Kareem also emphasized that, aside from how integrated approaches can help service-
users, it can benefit healthcare providers, too. He recalled that, when he worked in mental health
services that were facing difficulty and confusion with service-users’ “cultural
barriers...particularly [in practicing religion] seriously” (p. 6, line 228), chaplaincy contributed
and “made a full picture... [which was] very helpful” (line 228 - 230) for both the service-users
and healthcare providers. Jason shared similar examples, adding that healthcare providers often
find it difficult to navigate spirituality-related topics with service-users, but that spiritual care can
and has helped:

“...working with other clinicians to ensure that the spiritual care of the services users

part of their overall care plan...sometimes I will be invited into sorts of clinical

supervision meetings with service-users to to input because I had been sort of one of the

health professionals kind of inputting into the, the, the, the well being of that patient or of
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that service-user. I will be asked my advice on a variety of different things that perhaps
come up kind of in clinical supervision. So for example, it might be a psychiatrist or a
psychologist has a conversation about spirituality, and, erm, and then relays that
conversation back to me a conversation that they've had with a service-user and just

wanting my advice” (line 33 — 38)

Here, we see the role that chaplaincy can play in supporting other services to make sense

of spirituality and the role of this in their own work. It also shows how a holistic approach can be

helpful beyond the boundaries of spiritual care services.
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8. Discussion

The aim of this study was to explore how spiritual care staff make sense of their work

with service-users having psychosis-like experiences.
8.1. Summary of findings

All participants acknowledged the term “psychosis™ as a label that is applied to certain
experiences. These experiences were characterized as a part of spirituality, as they relate to or
affect a person’s overall awareness, wellbeing, or quality of life in both positive and negative
ways. Therefore, psychosis is not an independent event, but co-occurs and overlaps with
environmental, psychological, biological, and spiritual factors. What exactly is psychosis was not
universally defined, which appeared to be a deliberate choice made by participants who often
work with a diverse range of service- users, altering the definition to suit different cultural,
ethnic, or spiritual understandings of how psychosis.

Some psychosis-like experiences could be seen as harmful or more related to mental
health issues than others, depending on the participants’ faiths and the degree to which these
experiences have caused a disturbance to the service-user. Some participants would rely on
religious resources to explain why some experiences, such as the belief one can speak to the
deceased, are harmful to the person’s wellbeing while others took the position that these beliefs
can neither be proven nor disproven, and would utilize non-religious resources, such as
acceptance and validation, which can be considered psychotherapeutic as well. For all
participants, being non-judgmental and preventing “indoctrinating” service-users was important,
as well as accepting that service-users who have had negative experiences with spirituality and

religion, might want chaplaincy to only play a limited role in their care.
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All participants described a holistic approach when working with psychosis. Science and
medical involvement were one approach to care, which participants complemented with religious
resources (if requested by service-users) and non-religious resources. Validation, acceptance, and
empowerment was a priority, as well as asking service-users about their needs and how best to
support these. Using this approach within mental health services was reported to have had a
mixed reception; some participants described staff allowing both psychiatric and spiritual care to
work side-by-side while other staff emphasized medical-based recovery for psychosis.
Participants reported that there has been improvement in services in acknowledging spirituality,
but there is room for improvement, including more opportunities for spiritual care to consult staff
on service-users’ cultural or religious beliefs about psychosis or supervising them in becoming

more comfortable exploring spiritual topics with service-users.

8.2. Clinical and research implications

8.2.1. Psychosis

Psychosis not being defined appeared to be neither barrier nor priority for participants.
While this could be because defining psychosis in services is usually delegated to diagnosticians,
it could also be because their holisticism does not necessitate a definition for psychosis in order
to work with it. Interestingly, there appears to be a contrast in priorities on this topic: how
psychosis and spirituality is researched is very different from what participants deem as
important. We currently have a range of literature
on theoretical underpinnings discerning psychosis from spiritual experiences (Fulford & Jackson,
1997; Greyson, 2014; Hunt, 2007; Randal et al., 2018), which differs from participants’

emphasis on holistic working and accommodating service-users’ perspectives and needs,
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regardless of whether these experiences can or should be discerned. This indicates that more
research is needed in the knowledge base on spiritual care perspectives and work with psychosis
in practice, as opposed to theory-dominant literature.

Participants viewed psychosis as being entangled with the person themselves and that its
intertwining nature makes the service-user’s perception of these experiences important to
understand and work with. This perspective also appears in narrative literature where it
highlights the challenge of biomedical perspectives on psychosis and how it can lead to a
“circular assumption” by medical staff, declaring service-users to be lacking insight if they
choose make sense of psychosis differently (Mariott et al., 2018). “Wilma” described similar
challenges when working holistically in mental health services, as either being accepting of
service-users’ perspectives that are not biomedical or rejecting it. Narrative literature also
appears to argue for a “multidimensional” framework when working with psychosis, which is
very similar to participants’ holistic working, but with more emphasis on insight (Pijnenborg et
al., 2013). With this in mind, it should be noted that most clinical-based and research-based
literature continues to remain diagnostics-based, and it is hoped that the current debate on the
appropriateness of diagnoses will allow more opportunities for alternative, yet integrative
approaches toward psychosis.

The perspective that psychosis is a part of a spirituality framework has also been
previously considered in research. In a 2019 Foucauldian discourse analysis on mixed case
reports by Kaselionyte and Gumley, they identified non-medical framings and non-pathologizing
of mental health difficulties as having potential for “spiritual growth and healing.” What that
meant exactly and what resources were needed were up to the service-user, which participants

also emphasized in our findings. The spirituality framework, which has psycho-spiritual
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concepts, are also echoed in integrated models like Positive Psychology. Positive Psychology
models appear to be very similar to spiritual holistic care and spiritual interventions, which has
not gone unnoticed by researchers interested in the science of personal strengths and happiness
(Carr, 2011). In fact, they have been described as going “hand in hand” (Barton & Miller, 2015)
since they both emphasize gratitude, transcendence, hope, and character strengths such as
resilience (Browne et al., 2018).

However as Positive Psychology emphasizes empiricism (Wong, 2011), very little of
their research, if at all, utilizes spiritual care perspectives on these topics. For example, Positive
Psychotherapy (PPT) has been shown to be helpful as a manualized intervention for psychosis
(Riches et al., 2016), however these are still not being conducted alongside or consulted with
members of spiritual care services. Therefore, future research could focus on the applicability
and efficacy of integrated psycho-spiritual models, such as the “extended biopsychosocial
model” (Hefti, 2011). This could help promote integrated models in services, make it more
convenient to combine multidimensional psycho-spiritual concepts as part of service-users’
recovery from psychosis, and begin to close the “religiosity gap” that has been highlighted in
previous psychosis research (Van Nieuw Amerongen-Meeuse et al., 2018). Further, including
spiritual care perspectives when examining the efficacy of integrated models could lead to a
much-needed redefinition of “religiosity” in research, as it is currently measured according to
Judeo-Christian concepts of White, North American populations (King et al., 2013).

8.2.2. Spiritual care within mental health services

Participants described the spiritual care approach towards psychosis as being holistic,
validating, and empowering. Similar to psychosis and spiritual care, research on chaplaincy in

mental health care has mostly been delegated to theoretical writings than practice-based research
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(Pesut et al., 2010). Practice-based research was mostly found in either nursing or palliative care.
It is unclear as to exactly why there is less breadth on this topic, but it can explain participants’
observations and experiences of healthcare providers not feeling confident when working with
spiritual-related topics, especially those not working in or researching nursing or palliative care.
This not only contributes to the “religiosity gap” but highlights participants’ reports of mixed
reactions from staff on spiritual care. Further, current attempts to close this gap by including
spiritual care in Multidisciplinary Teams (MDTYS) are still an adjustment, with some questioning
the ethicality of what is or is not considered confidential to members of MDT that are not
healthcare providers (Jankowski et al., 2011; Wittenberg-Lyles et al. 2008). With that said,
studies on service-users and family perspectives show that when spiritual care has been utilized
in MDTs, their input and rapport was valued for reasons participants also listed in this study:
validation, acceptance, and empowerment (Balboni et al., 2010; Heffernan et al., 2016; Ho et al.,
2017; Raffay et al., 2016). Further, a 2010 systematic review by Edwards and colleagues on
spiritual care in end-of-life and palliative care demonstrated that service-users found spiritual
support to improve their quality of life, increased family satisfaction with services, and service-
users reported feeling they were “respected as a whole persons.” This highlights holisticism as a
central theme in spiritual care, not only when working with psychosis, but of any mental health
difficulty presenting in services.

Given there are several studies demonstrating that people from diverse backgrounds use
spiritual explanations to make sense of their psychosis (Codjoe et al., 2013; Huguelet et al.,
2010; Singh et al., 2015; Zafar et al., 2013), this can make it challenging for healthcare providers
because most clinical research conceptualizes spiritual beliefs and religiousness as coping styles

rather than a method of care they can work with (Marriott et al., 2018; Mohr et al., 2012).
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Therefore, more routine service outcome measures are needed that explore spiritual needs
beyond coping styles. Further, as “Jason” and “Kareem” suggested, it may also be beneficial to
promote more communication between spiritual care and mental health care, such as through
consultation or supervision. In fact, there has been some evidence suggesting that spiritual
consultancy may be protective against burnout for staff, preventing emotional exhaustion (Ho et
al., 2017; Sinclair et al., 2012). Despite little research in the current knowledge base, it does
seem important to continue to improve integration of spiritual care in mental health, and one way
to do that could be by having a better understanding of chaplains, their training, and resources
they can offer to support service-users.

8.2.3. Implications for mental health services

Moditying psychosis diagnoses is becoming an increasingly important research priority,
with some advocating for stricter diagnostic criteria to reduce errors in cross-cultural psychiatric
assessment (Adeponle et al., 2012). However, after reviewing the DSM-V, Paralikar and
colleagues (2019) instead have argued for more nuanced approaches and supplementary support
to make sense of a psychosis-like presentation. While they emphasized the importance of
spiritual exploration by clinicians as part of their clinical formulation interviews, they did not
explicitly acknowledge or state spiritual care as potentially integral to this. This highlights
another challenge in current research: most studies on spirituality and spiritual care are
conducted by researchers with a medical or psychological background (Basset & Baker, 2015;
Dein, 2017; Lucas, 2017; Saavedra, 2014; Suhail & Ghauri, 2010; Van Holten 2012; Waltman,
2013), which could explain why it is uncommon to see other perspectives or backgrounds
included in research. It could be helpful for future research to include perspectives from spiritual

care alongside medical, psychiatric, or psychological backgrounds.
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Mental health services may also benefit from interview structures that help clinicians
determine spiritual needs. This might be especially helpful when working with service-users
from minority backgrounds and their family members and/or carers (Penny et al., 2009).
Currently, we have a range of spiritual assessments that aim to integrate both clinical skills and
spiritual explorations (Milner et al., 2019)*, which can be either structured or semi-structured.
While a structured interview can yield more confidence for healthcare providers to ask questions
about spirituality, a semi-structured interview may allow for greater rapport-building and trust
that participants in this study described as important. Either way these assessments, along with
consulting with spiritual care more often, might help close the “religiosity gap” and yield better
outcomes for service-users, healthcare providers, and services (Ho et al., 2017).

What also appears fundamental to spiritual and mental health care integration is making
spiritual care more visible in daily care (Giske & Cone, 2012; Islam et al., 2015). Suggestions
from service-users have included spiritual care education and training (Yardley et al., 2009).
Indeed, there has been some evidence demonstrating service improvements as a result of spiritual
training: better integration of clinical and spiritual care skills (Trevino, 2014), more reported
confidence from healthcare providers on spiritual-related assessments and topics (Jackson et al.,
2016; Kudubes et al., 2019; Selman et al., 2014), and mental health-related textbooks being
updated to include guidance on spiritual-related matters (McSherry & Jamesion, 2011). Further,
a 2015 systematic review by Paal and colleagues found spiritual care training led to more
acknowledgement of spirituality by clinicians, as well as positive communication with patients
and family. Future research could explore the impact of spiritual care integration within mental

health services from the perspective of clinicians, spiritual care staff, and service-users.

4 Clinical-spiritual assessment tools include FICA, SPIRITual History, FAITH, and HOPE (Weber & Pargament, 2014)
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8.3. Evaluation

This study was evaluated through guidance by the Critical Skills Appraisal Programme
(CASP) Checklist for qualitative studies and the four “quality indicators” for appraising an IPA
from Nizza and colleagues (2021).

8.3.1. Limitations

A limitation to this study could be that it is not generalizable in the way a quantitative
study would be. However, qualitative studies do not aim for generalizability but rather on
exploring very particular perspectives on a particular topic. Further, given the little research on
spiritual care staff in both qualitative and quantitative research, generalizability may not be
desirable until both breadth and depth on this topic has been achieved. Another limitation is that
while the participants matched the inclusion criteria, it was a multi-faith sample with diverse
backgrounds and beliefs and some views greatly contrasted. Therefore, one could argue that a
single-faith sample may have yielded greater homogeny; however, the researcher did consider
multiple levels of experiential significance and consulted her research supervisor over the
findings throughout the analytic process to ensure that themes were relevant to the whole group.
It should also be noted that the research was wholly conducted by one person (the Trainee),
which enhances the risk of researcher biases throughout the study including interview and
analysis. A reflective diary was used to enhance the researcher’s awareness of her biases,
however due to the nature of qualitative methodologies, biases are impossible to eradicate from a
researcher’s analysis. With this in mind, the analysis was regularly reviewed in a qualitative

support group for transparency and trustworthiness.
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8.3.2. Strengths

This study had a clear statement of the aims of the research in question and why the use
of a qualitative methodology would be most appropriate, namely, to explore meaning-making
experiences. The study topic itself could also be seen as a strength, as it appears to be a topic that
is underexplored in certain areas and from certain perspectives, but also over-explored in other
areas that take a more theoretical, but not practice-based view. Using both case vignettes and a
semi-structured questionnaire as part of the research design helped facilitate nuanced discussions
and reflections from participants. This allowed the researcher to conduct data collection in a way
that helped yield richer data by exploring meaning-making experiences in more depth than either
an interview-only or vignette-only data collection method could allow. The recruitment strategy
followed a clear protocol approved by the relevant governance bodies, which led to participants
that matched the inclusion criteria. Data analysis and findings were also aimed to be explained in
a way that was easy to follow, accessible, and transparent. A reflective diary was kept to help
pay close attention to biases, attitudes, or beliefs the researcher had throughout the process,
which was reviewed and discussed with her supervisor throughout.

8.3.3. Reflections

Given my interest in spirituality, psychosis, and in holding my own spiritual views, my
reflective diary was used after every interview. I explored my attitudes and beliefs towards the
different faiths held by participants, which was utilized appropriately in my analysis. For
example, I bracketed my own faith-held beliefs of life after death in order to engage in different
conceptual understandings of death, life, and mediumship because I wanted to ensure
participants’ perspectives were highlighted and explored in-depth. I also bracketed my

understanding of psychosis based on what I have been taught at academic institutions and
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services in order to immerse myself in the participants’ worldview of psychosis as part of a
spiritual framework. This led to reflecting on the differences between theoretical versus practice-
based understandings of psychosis and different ways it can be understood. I also reflected over
certain terms that were used by participants like empowerment and not a magic wand. 1 found
those concepts powerful but was aware that not all participants described them as such. Noticing
this as a potential danger to the analysis, | aimed to ensure that there was a balance in that all
participants were given an equal “voice” to the analysis regardless of concepts I may have
resonated with more than others.
8.4. Conclusions

The aim of this study was a qualitative exploration (IPA) of how spiritual care staff work
with service-users having psychosis-like experiences. Participants characterized psychosis as one
of many spiritual experiences that are intertwined with the person’s biology, psychology,
environment, and spirituality. Integrating spiritual care within the work of existing mental health
services requires ongoing conceptual and practical considerations that were recognized and

discussed by participants.
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Literature review: Personal accounts of the facilitators and barriers to seeking help for First-

Episode Psychosis (FEP): a Meta-ethnography

Background
We do not know what causes psychosis, but we do have some idea of what it looks like

when a person first begins to experience it, otherwise known as “First Episode Psychosis (FEP)”:
hearing voices, seeing things that others cannot, or having “odd” beliefs. It typically becomes a
problem when the person finds it difficult to tell apart FEP experiences and their “reality.” This
can lead them down a dangerous path where they may hurt themselves or others. For this reason,
mental health services have prioritized helping people with FEP as soon as possible. Reham Al
Taher, a Clinical Psychologist in Training at the University of Birmingham, wanted to focus on

giving a voice to the people that have lived through FEP and their road to seeking help.

Method
When researching this topic, Reham found two important things: one, several researchers

have already interviewed people that have experienced FEP and how they sought help (or not),
and two, there were a total of 15 research studies from her much larger searches that, when
combined, could explain what is happening on a larger scale. In combining, reviewing, and
analyzing the studies she used a research technique called a “Meta-ethnography” that helped her

better understand these experiences.

Findings
The results suggests that at the early stages of FEP, changes are subtle enough where

most do not seek help because of how easy it is to say these changes are happening because of

something else like stress or not getting enough sleep. As FEP intensified, feelings of doubt grew
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about what exactly was causing these changes. Most still did not seek help at this stage. What we
usually saw next were more elaborate explanations of what is causing these changes.

Some explanations included being victims of a conspiracy by the government. Others
believed changes happening were due to a religious curse or demons. This either led them to
seek help out of fear or delayed them from seeking help. For example, if they believed they were
victims of a conspiracy some sought help from the police, which eventually led to mental health
services. If they believed this was due to religious reasons, they may have sought out a religious
group instead. At this point their loved ones and services would notice these changes and become
more involved. Whether or not this was helpful depended on if the person had a good
relationship with them already. If they did, this led to them disclosing their experiences. With
positive support, help was sought faster and more effectively. If there was mistrust, negative
experiences and relationships, and a fear that society and loved ones will ostracize them, then
help may have been delayed or dismissed. Throughout this, seeking help was also influenced by
their culture, family norms, gender stereotypes, and ethnicity.

If help was not sought or was effective at this point, most entered a crisis and emergency
help was often the go-to since they were now becoming high-risk: becoming suicidal,
experiencing homelessness, losing employment and so on. When recovering from FEP, it seems
that some services asked them to accept that this all happened due to purely medical or biological
reasons. Not all were satisfied with that. Some wanted a “recovery style” that blended their own
interpretations too, as this entire experience was deeply personal and was affected by and

influenced their beliefs, relationships, cultures, and ethnicity.

Conclusions and recommendations
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Seeking help for FEP appeared to be influenced by relational, cultural, individual, and

systemic roles. Based on the results, the following recommendations were offered:

Provide mental health support that allows room to explore personal accounts of FEP,
especially how they bring in their identity, families, and culture to make sense of their
experiences.

Acknowledge and work on building effective, supportive, and positive relationships with
service-users and their significant others.

More research focus on effective organizational and cultural changes that can help better
the relationships between service-providers and service-users.

More research focus on helpful “recovery styles” that service-users can use make sense
of psychosis in a way that is most helpful to them and the service, versus a medical-only

based understanding of psychosis.
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Empirical Paper: Spiritual understandings of psychosis: the perspectives of spiritual care staff

Background
When a person enters a mental health service and reports they are hearing voices, seeing

things that others cannot, and having “odd” beliefs, some healthcare providers may diagnose it as
“psychosis”. Sometimes this person also holds spiritual or religious beliefs and some of their
“odd” beliefs, voices, or visions mirror their spirituality or religion. To illustrate, say a person is
reporting that a deceased loved one has been visiting and speaking to them and as a result their
mood has improved. This can make it difficult for mental health services to know if this is
“psychosis” or a spiritual or religious experience. In mental health services in the United
Kingdom (UK), we have been seeing spiritual care services working alongside healthcare
providers to help support people having these experiences.

There is very little research on spiritual care services and how they understand and work
with experiences otherwise termed as “psychosis”. Reham Al Taher, a Clinical Psychologist in
Training at the University of Birmingham, sought to explore how spiritual care staff understand

and work with service-users experiencing “psychosis”.

Method
Reham interviewed six participants from a spiritual care team in a mental health service

in the UK. The interview consisted of questions about psychosis, spirituality, religion, mental
health services, and spiritual care, as well as three case vignettes. These vignettes had different
scenarios featuring issues that had both psychological and spiritual elements. For example, one
vignette was a woman who believes her deceased father has been visiting her and her mental

health as a result has improved.
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However, her husband is worried if this is a sign of mental health issue. Because Reham was
interested in understanding experiences and how people find meaning in them, her research was
analyzed using a tool that is referred to as an “Interpretive Phenomenological

Analysis (IPA). This tool allowed her to explore the meanings of these experiences in depth.

Findings
The results of her analysis found that all participants acknowledged the term “psychosis”

as a spiritual experience because of how it affects a person’s wellbeing, their connection to
others, their identity, their environment, and their mental health. This can be both positive and
negative depending on the person’s circumstances, but most part participants saw these
experiences as being more than only a disease or mental illness. What is psychosis was not
defined and was not considered important to define because they worked with the whole person,
rather than just their mental health or spiritual beliefs. Their work consisted of asking people
how to best support them and meet them at whatever stage the person was at. This could be
prayer, but also being non-judgmental, accepting, validating, and empowering.

However, not all spiritual beliefs were considered helpful and as participants were of
different faiths, some of their perspectives differed on what was considered a “harmful” spiritual
belief or experience. However, all supported using psychiatric medication for psychosis, but said
that services could be overly-reliant on medication and that providing support for psychosis
could benefit from a more inclusive approach of what the service-user wants, their spirituality,
and by considering perspectives of spiritual care staff that have been working with the service-
users as well. Participants have stated that while services have acknowledged spirituality in
mental health services, there is more room for spiritual care to be involved in consultation and

supervision.
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Conclusions and recommendations
Psychosis can be seen as a spiritual experience that intertwines with a person’s

physicality, psychology, and environment. Using spiritual care, which works holistically with
psychosis, can be helpful for the service-user, healthcare providers, and services. Based on her
findings, Reham recommends:
e More research on alternative ways of making sense of and working with
psychosis-like experiences.
e Future research exploring integrative “psycho-spiritual” models for mental health
services.
e Future research on psychosis to include perspectives from spiritual care staff
rather than only medical, psychiatry, or psychology.
e More focus on increasing healthcare providers’ confidence when working with a
problem that has elements of spirituality and mental health. This could be via
spiritual care training, education, and updating mental health-related manuals with

guidance on spirituality and spiritual beliefs.

Appendices
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Appendix A. Full table of study characteristics
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Appendix B. Full table of participant characteristics
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Appendix C. 19-item Critical Appraisal Checklist for quality appraisals

Checklist (American Psychological Association, 2018; NICE, 2012) with 3 additional concepts
related to meta-ethnography aims:

o Study identification
o Abstract:
o Are funding and/or sources of conflict clearly acknowledged?
o Does the abstract adequately describe the study's aims, designs, and main
implications and/or significance?
Is there an abstract?
Does the abstract state the question/objective?
Does the abstract adequately describe the study design?
Does the abstract list the analytic strategy?
Does the abstract list the main implications and/or significance?

0 O O O O

o Theoretical approach 1.1 :
o Is aqualitative approach appropriate?
o Isarationale given for using a qualitative approach?
o Isitclear how prior understandings of the phenomena under study were
managed and/or influenced the research?
o Theoretical approach 1.2 :
o Is the study clear in what it seeks to do?
o Does the study have a clear rationale and aim?
o Is the approach to inquiry clear?

o Ethics:
o How clear and coherent is the reporting of ethics?
o Concepts 2.1:
o Is psychosis defined?
o Concepts 2.2:
o Is help-seeking defined?
o Concepts 2.3:
o Is first episode psychosis defined?
o Study design:
o How defensible/ rigorous is the research design/methodology?
o Is the choice of method clearly described?
o Is the design appropriate to the research question?
o Are there clear accounts of the rationale/justification for data collection and data
analysis techniques used?
o Is the selection of cases/sampling strategy theoretically justified?
o Are intended participants clearly defined?
o Is the recruitment process clear?
o Data collection:
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How well was the data collection carried out?
Is the data collection strategy clear?
Were the appropriate data collected to address the research question?
Were the mean and range of time duration for interviews and other data collection
tools clear/appropriate?
o Is the procedure reliable/dependable?
o Were coders and analysts and their training clearly described?
Trustworthiness 3.1:
o Is the role of the researcher clearly described?
o Is the role of the researcher clearly described?
o Does the paper describe how the research was explained and presented tothe
participants?
o Has the relationship between the researcher and the participants been adequately
considered?
o Was researcher bias considered?
Trustworthiness 3.2:
o Is the context clearly described?
o Are sampled participants clearly defined?
o Are the demographics and/or cultural information, perspectives of participants, or
characteristics of data clear and appropriate
Trustworthiness 3.3:
o Were the methods reliable?
o Was data collected by more than 1 method?
o Do the methods investigate what they claim to?
Analysis 4.1:
o Is the data sufficiently rigorous?
o Is the process of analysis clear?
o Is it clear how the themes and concepts were derived from the data?
o Is the procedure reliable/dependable?
Analysis 4.2:
o Is the data 'rich"?
o Has the researcher discussed contradictory data (or suggested why there is none)?
o How well has the detail and depth been demonstrated?
o Are responses compared and contrasted across groups/sites?
Analysis 4.3:
o Is the analysis reliable?
o Were softwares that were used indicated?
o Did more than 1 researcher theme and code transcripts/data?
o Did the researchers make clear how differences, if at all, would have been
resolved?
Analysis 4.4:
o Are the findings convincing?
Is the reporting clear and coherent?
Are the findings convincing?
Were findings clearly presented?
Are the research findings compatible with the study design?

o O O O

o O O O
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o Are extracts from the original data included?
o Analysis 4.5:
o Are the findings relevant to the aims of the study?
o Were the findings grounded in theevidence?
o Did the data adequately capture forms of diversity most relevant to the question,
research
goals, and inquiry approach?
o Conclusions:
o Are the conclusions adequate?
o Were similarities and differences from prior theories and research findings
identified?
Did researchers make clear how findings were or can be best utilized?
Were any reflections made on alternative findings?
Have alternative explanations been explored and discounted?
Does this enhance understanding of the research topic?

o O O O
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th descriptive quality appraisals of each study :

Table w

Appendix D
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Appendix F. Full table of list of ideas, metaphors, juxtapositions, etc. for each theme and
study. Key: Red font = comments/reflections from the author of this meta-ethnography, green

font= participant quotes, blue font= comments/reflections from the authors of this study

Category/Concept
Category/Concept
Category/Concept

Category/Concept
Category/Concept
Category/Concept
Category/Concept
Category/Concept
Category/Concept

Source
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Appendix G. Full table of translating and synthesizing tables
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Appendix H. Ethical approval letters (Portions redacted to maintain confidentiality and

anonymity)

a)

b)

Re: “Spiritual Epistemology in Mental Health: How Spiritual and Pastoral Care Staff Make Sense of
and Contribute to the Recovery of Service Users Having Psychotic-like Experiences”

Application for Ethical Review [IIIIIGNGEGEG

Thank you for your application for ethical review for the above project, which was reviewed by the

N 0" .

On behalf of the Committee, I confirm that this study now has full ethical approval.

I would like to remind you that any substantive changes to the nature of the study as described in
the Application for Ethical Review, and/or any adverse events occurring during the study should be
promptly brought to the Committee’s attention by the Principal Investigator and may necessitate
further ethical review.

As Health Research Authority approval is also required and must be obtained prior to the
commencement of the study, this project will require a Sponsorin line with the UK policy framework for
health and social care research and your application will therefore now require further review from a

sponsorship perspective — please con N (0 further

information about this.

Please also ensure that the relevant requirements within the University’s Code of Practice for Research
and the information and guidance provided on the University's ethics webpages (available

for ethical review.

Please be aware that whilst Health and Safety (H&S) issues may be considered during
the ethical review process, you are still required to follow the |l svidance on H&S and to
ensure that H&S risk assessments have been carried out as appropriate. For further information

about this. please contact your G

Kind regards
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Dear Reham

- Exploring Spiritual Epistemology in Mental Health version 5 —

—
Confirmation of |
I

This email confirms that has the
capacity and capability to deliver the above referenced study.
Please find attached the agreed I O occument as confirmation.

Start and end dates:

We agree to start this study on with immediate effect.

We understand that recruitment will end on 29/09/2022. We are aware that at this point,

archiving is the responsibility of G
Becrultment Houma:

Please note that you will be contacted by the S Pcriodically to obtain your current
recruitment figures.

The target date for first patient recruited 3/12/2022 — 30 days post NG
I

Durina vour studv:
During the study, researchers are required to fulfil the following duties:
- Inform g of any amendments to the study, both substantial or non-substantial

- Inform gl when the study has completed at N
- Inform g of the total recruitment number at .

- Submit a final report to the

All of the above can be submitted to |
If you wish to discuss further please do not hesitate to contact me.

Finally, we would like to wish you all the best with your research!

Kind regards
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+

Reham Al Taher

Dear Mr Al Taher

Study title: Spiritual Epistemology in Mental Health: How Spiritual
and Pastoral Care Staff Make Sense of and Contribute
to the Recovery of Service Users Having Psychotic-like
Experiences

IRAS project ID: | ]

Protocol number: ]

REC reference: I 2

Sponsor “omverstty-of-Strrmingtramr—

I am pleased to confirm that |

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 | (o 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 I

I \vithin 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
(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.
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Please see IRAS Help for information on working with NHS/HSC grganisations.in Northern
Ireland and Scotland.

How should | work with participating GG

What are my notification responsibilities during the study?

I including:

« Registration of Research

= Notifying amendments

+ Notifying the end of the study
I =!so 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 il P'ease quote this on all correspondence.

Yours sincerely,

List of Documents

The final document set assessed and approved by | s isted below.

Document Version Date

Cover Letter [Response to Request for Information] N/A 07 June 2021
Evidence of Sponsor insurance or indemnity (non | 26 April 2021

|Insurance letter]

l Schedule of Events [Schedule of Events] 1.0 11 May 2021
Interview schedules or topic guides for participants [semi-structured |Version 1 22 October 2020
interviews]

IRAS Application Form [IRAS_Form_07062021] 07 June 2021
Letter from sponsor [Sponsor Letter] 26 April 2021
Letters of invitation to participant [Email summary] 2 16 March 2021
Qrganisation.Information Document [Organization Information 2 16 April 2021
Document]

Other [Case Vignette A] 2 04 June 2021
Other [Case Vignette B] 2 04 June 2021
Other [Case Vignette C] 2 04 June 2021
Participant consent form [Participant consent form version 4] 4 04 June 2021
Participant information sheet (PIS) [Participant information sheet (4 04 June 2021
version 4]

Research protocol or project proposal [Research protocol version 4] |4 04 June 2021
Summary CV for Chief Investigator (CI) [Summary C\V]

Summary CV for supervisor (student research) [CV] 16 October 2020
Summary of any applicable exclusions to sponsor insurance |l 01 August 2021
Summary of any applicable exclusions to sponsor insurance |l 01 August 2021
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Appendix I. Email summary that was sent to the manager of spiritual care at a UK mental

health service (Portions redacted to maintain confidentiality and anonymity)

Subject: Research project on spiritual staff views on experiences and contributions to recovery
in service users with possible mental health difficulties

Hello,

My name is Reham Al Taher, | am currently in the process of completing a ClinPsyD (Doctorate
in Clinical Psychology) and | am seeking spiritual staff members to participate in my research |
project.

This project seeks to explore how spiritual care staff make sense of service users describing
experiences typically deemed as “Psychosis” by healthcare professionals. | am interested in
learming more about staff's views and knowledge of these experiences and how they contribute
to a service user’'s recovery towards improved functioning in life.

Due to health risks of COVID-19, this research will be conducted on Microsoft Teams, a secure
video chat service, and it will consist of an interview with me that should take no longer than 120
minutes.

Participating in this research project is voluntary.

If staff at your service are interested in participating and would like to know more, | have
attached a Participant Information Sheet to this email where they can find out more information
about this project, how their data will be protected and used, and my contact details to be in
touch.

This study is sponsored by the | 2nd has received ethical approval on
December 2™, 2021 by

e |
m Itis being conducted by a Trainee Clinical Psychologist
completing this project as part of her doctorate programme. This is not a funded study.
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Appendix J. Participant Information Sheet (Portions redacted to maintain confidentiality

and anonymity)

Participant information Sheet

Study title

Spiritual Epistemology in Mental Health: How Spiritual and Pastoral Care Staff Make
Sense Of and Contribute to the Recovery of Service Users having Psychotic-like Experiences

Overview

You are invited to take part in a study involving your expertise with helping people who have
had experiences that other professionals might classify as a form of “Psychosis.” If this is
something of interest to you, please continue reading below.

Although the diagnosis of “Psychosis” can sometimes involve a presentation of a spiritual or
religious nature, the relationship between the two remains underexplored in mental health
assessments and treatments.

Spiritual and religious leaders can be the first port of call for people hearing voices, yet there
has only been limited collaboration between mental health clinicians and spiritual staff to
promote recovery. Feedback from service users has indicated that mental health clinicians do
not place an emphasis on understanding the impact of “spiritual factors” on their lives.

What is the purpose of this study?

1. To develop an understanding of how spiritual care staff make sense of experiences
often labelled as ‘psychosis’, such as hearing voices or seeing religious symbols
2. To explore how spiritual staff care may contribute to service user recovery

Who can participate?

We are looking for faith leaders, spiritual care support staff and healers (from any faith) living

in the UK who have spiritual expertise and have discussed “psychosis-like” experiences with

clients. Participants would have to be over the age of 18, fluent in English, and have access
to the internet.

We cannot accept participants who do not live in the UK, charge fees for spiritual consultancy,
or require a translator.
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Location of the study

This study will be conducted online via a secure video chat service.

What to expect if you choose to participate

1. To participate, first contact the researcher below by emailing them with your name and

a number they can reach you on.
2. The researcher will then contact you to set up a time and date and you will also be
asked to complete a consent form agreeing to take part in this study
3. The study consists of an interview conducted online, via Microsoft Teams.

The interview process

You will be given a description of a case and will be asked to give your thoughts and
impressions about it. You will also be asked questions on your perspectives and how
you would contribute to the case. The interview will ask about your experiences of
offering spiritual care to people with psychosis. The case vignettes and interview
should not last more than 120 minutes in total

Will the interview be recorded?

Yes, the interview will be audio recorded for the purposes of transcribing and will be
stored on a secured database. Reham Al Taher, the Chief Investigator of this research

will be angnymised and the original audio will be deleted once the recordings are
transcribed. Direct quotes will be anonymized from the interview to be used in
publications.

Potential risks and benefits

There are some potential risks in participating in this study. As this study explores sensitive

subjects, such as spirituality and spiritual beliefs, feelings of discomfort may arise during the

interview. We do not anticipate this to be the case, but if this does occur and you no longer
wish to continue the interview, you have the right to withdraw with no consequence.

If at any point you feel distress, you can contact the following services that can offer you
support. These services can be used for GGG st=f members:

Samaritans
What is Samaritans?
A free wellbeing support helpline that provides confidential listening from trained

professionals. It is available to anyone to get in touch with.

When can | contact Samaritans?
Available 7 days a week from 7am to 11pm
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How can | get in touch with Samaritans?
Telephone: 0800 069 6222
Shout 85258

What is Shout 852587
A free, confidential text message support service by trained volunteers. It is
available for anyone to get in touch with

When can | contact Shout 852587
Available 24 hours a day
How can | get in touch with Shout 852587

Text SHOUT to 85258 and you will receive an automated text asking about the nature of the
problem. 5 minutes after, you will get a response from a trained Shout VYalunteer and you can
begin chatting for free.

What is consent?

As defined by the Il consent means a person must “give permission before they receive
any type of medical treatment, test or examination.” This is an important part of ethics and
human rights.

the decision to participate and was not influenced or pressured by others. |n order_ for consent

to be informed, the person who chooses to voluntarily participate must have been given all of

the information on what the study involves, its potential benefits and risks, how their data will
be handled, and what will happen to their results if the study does or does not finish.

the person can only give consent if they understand the information given to them before they
choose to participate.

How will consent be given?
For this study, consent will be given in writing.

The researcher will email you an informed consent sheet. This must be completed and
returned back prior to the interview.

Handling confidentiality

We will need to use some information from you for this research project.
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This information will include the age range you fall into, your gender and faith, and a fictitious
name (a pseudonym) in place of your real name . People will use this information to do the

research or to check your records to make sure that the research is being done properly.

People who do not need to know who you are will not be able to see your name or contact

details. Your data will have a code name instead.
We will keep all information about you safe and secure.

Once we have finished the study, we will keep some of the data so we can check the results.
We will write our reports in a way that no-one can work out that you took part in the study.

What will be reported in the study is the age range and average age of the participants,

proportion of gender, and the types of faiths represented.

If there is concern of a risk of harm or unethical practice to yourself and/or to others, the
interview will be stopped (if it is ongoing). The risk will be discussed with my supervisor along
with any actions deemed necessary to keep you or others safe, including raising potential
ethical concerns with your manager. | will aim to have a discussion with you about this where
possible. This means confidentiality may be breached due to safeguarding concerns. Your

data will not be used in the study.

Withdrawing from the study
® You can stop being part of the study without giving a reason or facing a penalty.

e We will discuss with you when your right to withdraw your data will end, but
typically this will be 2 weeks from the time of the interview. After the time frame
(typically a 2-week window) has passed, it will not be possible to remove or
destroy your data because analysis would have already begun.

® Should you choose to withdraw from the study before analysis, your research data will
be destroyed and will not be included in any publications.
® We need to manage your records in specific ways for the research to be reliable.

This means that we won't be able to let you see or change the data we hold about
you.
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What will happen to your results

All research data including your consent form and interview will be stored on secure servers
owned by ei .

The audio recording of your interview will be saved for the purposes of transcribing it. As soon
as it is transcribed, the audio recording will be deleted.

This data will only be accessed by the principal investigator or members of the research
team.

Since we are using pseudonyms instead of contact information in the study, a separate
database with your assigned name to pseudonym will be saved. In line with the [N
guidelines on records management, necessary data, such as your consent form and
transcription, will be kept for a period of 10 years from the date of collection.

Should you choose to withdraw from the study before analysis, your research data will be
destroyed and will not be included in any publications.

The result of the study is expected to be published in a scientific journal.

As this study is not funded and is seeking only voluntary participants, participants will not be
compensated for their involvement.
Data Protection and Data Controller

Under the Data Protection Act (2018) the [ = c!s as the Data
Controller in regulating the processing of “personal data” in relation to the individual.

Who is organizing this study? Has it received ethical approval?

This study is sponsored by GGG -nd has received ethical approval on
December 204, 2021 by the

. It is being conducted by a Trainee Clinical Psychologist
completing this project as part of her doctorate programme. This is not a funded study.

Complaints procedure

If you have any complaints in_regards to the way you have been treated or for any other
matter relating to the study you can write to the:

Name and expertise: I
I
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L
|
|
Name and expertise: |G

The I has in force a Public Liability Policy and/or Clinical Trials policy which provides
cover for claims for "negligent harm" and the activities here are included within that coverage.”

Where can you find out more about how your information is used

You can find out more about how we use your information

« atwww.hra.nhs.uk/information-about-patients/

« our leaflet available from www.hra.nhs.uk/patientdataandresearch

+ by asking one of the research team

+ by sending an email to d

- by ringing us on I

If you would like further information and contact details
Name: Reham Al Taher,

Trainee Clinical Psychologist and Chief Investigator
Email : I

Supenvisor [
|
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Appendix K. Participant Consent Sheet (Portions redacted to maintain confidentiality and

anonymity)

Participant Consent Form

Informed consent
IRAS ID: I
Centre Number:
Study Number:
Participant Identification Number for this trial:
Title of project: Spiritual Epistemology in Mental Health: How Spiritual and Pastoral Care
Staff Make Sense Of and Contribute to the Recovery of Service Users having Psychotic-like
Experiences
Name of researcher: Reham Al Taher

Fair Processing Statement

This information is being collected as part of a research project concerned with how spiritual
staff make sense of service users experiencing psychotic-like symptoms by the N

. The information which you supply and that which
may be collected as part of the research project will be entered onto a database and will only
be accessed by authorized personnel involved in the project. The information will be retained
by I 2d will only be used for the purpose of research, and
statistical and audit purposes. By supplying this information you are consenting to Jjiij
I storing your information for the purposes stated above. The information will be
processed by the I " accordance with the provisions of the Data
Protection Act 2018. No identifiable data will be published.

Statements of understanding/consent

Please initial box:

] |confirm that | have read the Information Sheet version 4 dated 04.06.2021 for the
above study. | have had the opportunity to consider the information, ask questions and
have had these answered satisfactorily.
| understand that my participation is voluntary.

[ ] lunderstand that | am free to withdraw and have my data removed from the study and
destroyed without giving a reason why up to the date of [ -
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[ lunderstand that once data analysis starts on the date of | il not be
possible to withdraw and have my data removed from the study.

LI Iagree for the interview to be audio-recorded.

[ I consent to anonymous quotes taken from my interview to be used in publications.

| understand that the audio-recorded interview will be stored on
L] database according to the |l

I
Data Protection Act, as well as on | 2ccording to thej N

] lunderstand that my personal data will be processed for the purposes detailed above,

in accordance with the Data Protection Act 2018 with |

acting as the Data Controller for my personal data.
(] Based upon the above, | agree to take partin this study.

Name of participant Date Signature
Name of researcher/person Date Signature
taking consent.
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Appendix L. Pre-written interview questions and topic guides that was used during

interview with participants

¢ A. Participant’s experiences of providing spiritual consultancy within a mental health

framework

1. Could you give me a brief description of how you got involved in spiritual work?

2. Could you describe what usually happens in chaplain services, in your own
words?

3. What do you do as a [faith leader]?

4. How do you feel when you are guiding someone on spiritual concerns?
(emotionally, physically, mentally)

5. What do you think about experiences that are difficult to explain in other kinds of
ways, such as in science?

6. If you had to describe what spirituality means to you, what words/images come to

mind?

¢ B. Participants views on psychosis and current psychosis interventions

1.
2.

3.

4.

What does the term “psychosis” mean to you?

What do you think about the current way people with psychosis receive
treatment?

How have your experiences been in helping to manage people that have these
experiences?

What do you think is most important for recovery in psychosis?

¢ C. After the participant has read each case vignette

1.

2.
3.

e

How would you describe, in your own words, what is happening with this
person?

How would you explain the causes of this?

How would you decide what to do with this person to help them through these
difficulties?

How would you offer your support?

What do you know about experiences similar to this?

What do you think the professionals in this case should do now?
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Appendix M. An example of how the IPA step-by-step process was used with “Wilma”

Interpreted themes

Transcription:

Exploratory comments’

There is a place for science to
exist in psychosis and
spirituality/some things are
unexplained

It depends on the service user
if they find scientific
explanations helpful or
not/framework-dependent

Some service users find
voices
comforting/friendly/connected

Wilma:

Yeah. Yeah. Yeah. That's it because I mean, you
know, I don't know how far science has gone. But
you know, you have the science fiction programs
and they talk about different dimensions and
things like that. And d'you know what, I'm open to
that that quite possibly can exist, you know, and
there are some things that are unexplained. Um

[pause], But, I just I don't think it's very helpful
sometimes. In fact, ﬂ
Because some people might hear and see things
that other people can't and be totally freaked out
by that. So they want medication and want it
completely stopped, and then there are other
people who will experience the same thing, and
actually, as long as it's not disturbing them too
much, they're not concerned. They actually quite
enjoy it, they like the company, because I've had
that as well. People will actually like the company,
and if they've got, I don't know spirit guides or
what they call spirit guides, or friends who are in
spirit, they actually like it find them supportive.

Research Interviewer:

Yeah. And can you tell me more about how those
experiences have been working with people who

do who have received that label, who have heard

voices?

Wilma:
Um, well, in what respect sort of the people who
find them disturbing or?

Research Interviewer:

Uh, no how your experience has had been in
working with someone who has experienced those
things.

Is open and receptive to science and the different theory that
can be discussed in science fiction

Is unsure if it’s helpful and says it depends on the service user;
the benefit of science is dependent on the individual

Be totally freaked out by that; these experiences can be
anxiety-provoking to some

Some service users who hear voices and want medication to
make it stop and then there are those who are more accepting
of it

Not disturbing them too much, they 're not concerend; reminds
me of her saying that they’re responsible for their body, so in
that framework it’s up to the person to decide if it’s becoming
“too much”

They like the company; it can be enjoyable, comforting,
friendly, and/or sense of connection

Spirit guides or what they call spirit guides;_guidance about
someone’s personhood and purpose whilst on earth and
beyond. I wonder how spiritual/spirit guidance is defined
compared to a spiritual practitioner — do they serve difference

purposes?

Friends who are in spirit; friendly spirits that offer them
support. It’s also about connection, closeness, and there’s also
a lack of hierarchal/power difference with that phrasing

Find them supportive; experiencing support via voice-hearing
experience

5 Highlighted in yellow = quotes
Highlight in purple = quotes that are related to another theme/quote from another case
5 Descriptive comments (written in normal text)
Linguistic comments (written in italic text)
Conceptual comments (underlined text)
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Appendix N. How themes were physically charted as part of IPA analysis in order to reach

clear interpreted themes
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Appendix O. Debriefing script used after every interview (Portions redacted to maintain

confidentiality and anonymity)

END OF INTERVIEW SCRIPT

Thank you very much for volunteering your time to take part in this study. My name is Reham
and I am the Chief Investigator of this study and I would like to spend the next few minutes |
explaining the purpose of this study, its methods, and answer any follow-up questions you may
have.

The purpose of this study is to get a better understanding of how faith and spiritual practitioners
make sense of experiences that other professionals may otherwise diagnose as “Psychosis.”” What
I’'m interested in is exploring how spiritual care staff make sense of these experiences and how
they contribute to the person’s recovery.

I wanted to use both a one-on-one interview style and a vignette or hypothetical scenario to help
answer that question because I believe it helps provide more context to working in spiritual care
and it might make it easier to explore different kinds of examples of when mental health and
spiritual health can overlap. I also am aware of how sensitive and personal spirituality can be so
these scenarios and interviews were piloted prior to my interview with you. The interviews are

I have finished transcribing it.

Identifiable information about you such as your age, name, and where you work will not be used
in the project but general information such as the age range of participants in the project,

proportion of gender and faiths will be. Your name will be changed to help protect your identity;
we will keep a key of your name and pseudonym stored in a separate database that only will only

be accessed by the IEEEEG—_—
Please do bear in mind that even though we just finished the interview, you can withdraw now

and this will not be used. You can withdraw your data from the study up until 2 weeks after this
interview; after then it will not be possible to remove the data.

The Participant Information Sheet has support services listed that you can use for free if at any
point you feel distressed following this meeting.

Do you have any questions for me?
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