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Note to Readers

This thesis consists of three papers: a literature review paper, an
empirical research paper, and a reflective review paper.

The literature review paper will be submitted for publication in the Early

Intervention in Psychiatry Journal, which has an impact factor of 1.653.

The journal's aims and scope are as follows:
Early Intervention in Psychiatry publishes original research articles
and reviews dealing with the early recognition, diagnosis and
treatment across the full range of mental and substance use
disorders...The journal provides comprehensive coverage of early
intervention for the full range of psychiatric disorders and mental
health problems, including schizophrenia and other psychoses, mood

and anxiety disorders, substance use disorders, eating disorders and
personality disorders.

The empirical research paper will be submitted for publication in the
Journal of Family Psychology, which has an impact factor of 1.577. The

journal description is as follows:

Journal of Family Psychology offers cutting-edge, groundbreaking,
state-of-the-art, and innovative empirical research with real-world
applicability in the field of family psychology. This premiere family
research journal is devoted to the study of the family system, broadly
defined, from multiple perspectives and to the application of
psychological methods to advance knowledge related to family
research, patterns and processes, and assessment and intervention...

The reflective review paper is not intended for publication; this presents a
reflective account and critique of decisions made throughout the creation of

this thesis, as well as an extended discussion of points of interest.

The papers are presented in the format required for submission of this thesis,
and on submission for publication will be reformatted in line with each
journal's requirements. See Appendices C.6 and C.7 for author submission
guidelines for each journal. The referencing system used by each journal has
been adhered to; for the literature review, the Vancouver system is used, and
for the empirical research paper, American Psychological Association (6th
Edition) style is used. The latter style is retained in the reflective review

paper.



Abstract to the Thesis

This thesis explores the journeys undertaken by families when someone
experiences a first episode of psychosis (FEP), and the family seeks help
and receives treatment. A review of the literature on families' experiences of
help-seeking for FEP provides a focus on the beginning of this time. The
literature is synthesised to reveal a journey through the early help-seeking
experience, and the extent to which experiences are shared between carers
and individuals with FEP is explored.

The empirical research paper provides insight into families'
experiences further along on their journey; presenting a qualitative study on
family narratives of FEP and Behavioural Family Therapy (BFT). Families
completing BFT were interviewed, and narrative analysis was used to identify
their shared narratives and the subplots within these. A broad narrative of the
journey from illness to recovery is presented, with subplots within each broad
phase of the journey considered. The extent to which narratives can provide
evidence of effectiveness in BFT is explored, as well as consideration of
how such narratives may aid recovery. The role of parental power in
maintaining family narratives is considered, and further research and clinical
implications are discussed.

The reflective review paper presents a reflective background and
critique of the literature review and empirical research study, as well as an
extended discussion of some points within these. The author's journey
through the creation of this thesis is presented, within the wider context of
clinical psychology research. Decisions made during creation of the thesis
are elucidated, and the limitations and value of the thesis are considered.
This reflective journey begins with the author's own epistemological position,
and consideration of how this influenced the thesis, and ends with
consideration of personal learning points gained during completion of the

thesis.
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Preface to the Literature Review

Definition of Terms

Individual, carer and family.

Many terms have been used to describe those who experience a first
episode of psychosis (FEP), and the family, friends, or otherwise who are
involved in their informal care and help-seeking. For consistency, the term
‘individual’ will be used in reference to those who have experienced FEP and
‘carer’ used to describe those providing informal care. The term ‘family" will
be used to describe the whole family, including the individual and carers.

First episode psychosis.

Breitborde at el* identify varying operational definitions of FEP, arguing that
the term is ambiguous and variance restricts the extent to which findings
relating to FEP can be integrated. Acknowledging this limitation, and to
enable consistency, use of the term FEP is intended to cover any definition
of first or early psychosis used in the literature, whether this leads to a
diagnosis of a specific psychotic condition, such as schizophrenia, or not.
This is reflected in the search terms used for the literature search. Help-
seeking during a first episode of psychosis is likely to involve the same

processes, regardless of eventual diagnosis.

Help-seeking.

In order to enable a focused synthesis of a specific part of families' journeys
during FEP, help-seeking is defined as active help-seeking from informal
sources, such as family, friends, or professionals, and from formal health and
mental health sources. While the literature in this area may include duration
of untreated psychosis, help-seeking behaviour, and intervention

experiences, these are beyond the scope and focus of this review.
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Abstract

This review synthesises the research literature on help-seeking experiences
of individuals with a first episode of psychosis (FEP) and their carers. Early
intervention following or during FEP has been demonstrated to improve long
term outcomes, and research has explored factors influencing delays in
seeking help. However, despite national guidance and public health
campaigns aimed to increase early help-seeking for FEP, access to services
can be delayed. Research into help-seeking experiences has been broad,
including at one end of the journey, help-seeking delays in individuals, and at
the other, experiences of intervention. A focus on active help-seeking aims to
better understand what happens to families when they are attempting to
access help during FEP.

Accordingly, nine papers on help-seeking experiences were reviewed.
The literature search strategy demonstrates how these papers were
selected, and an overview and collective methodological critique elucidates
the quality of the literature in this area. Findings from the literature are
synthesised to explore family experiences of help-seeking during FEP. Some
help-seeking experiences are common to individuals with FEP and their
carers, such as confusion about where to access help, difficulties obtaining
adequate support from doctors, failed help-seeking attempts leading to crisis
points, and the importance of support from others during help-seeking.
However, help-seeking experiences can be inharmonious within families,
with differing ideas about what should be done. The dominant and less
prevalent stories of help-seeking are summarised, and finally, future

research directions are discussed.
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Introduction

This review examines the literature on help-seeking experiences during a
first episode of psychosis (FEP). FEP is introduced within the context of
policy and research, then the literature search strategy demonstrates how
nine papers were selected for review. An overview and methodological
critique of these papers reviews the quality of the literature in this area.
Finally a synthesis of findings presents the journeys experienced by families
during help-seeking for FEP.

First Episode Psychosis

Psychosis is not a standalone diagnosis, but describes the symptoms of
psychotic conditions, such as schizophrenia.? Increasing acknowledgement
that those who were traditionally diagnosed with schizophrenia can recover®
has influenced a shift towards identifying and treating psychosis, with
recognition that this does not inevitably indicate or require a more pervasive
diagnosis.* Hence, FEP - the term often used to describe a first psychotic
episode, has become a focus for service development, research and
intervention.®

The National Institute for Health and Care Excellence (NICE)®
describes a prodromal phase which often precedes FEP, during which
positive and negative symptoms associated with schizophrenia, though not
as severe, are experienced.>’ The acute phase of psychosis is usually
associated with florid psychotic symptoms,’ which are often a worsening of

previously attenuated symptoms.®
Policy and Guidance

Since the 1990s, research into prevention of psychosis has increased,® and
numerous studies have demonstrated the efficacy of early intervention (ElI).
El improves outcomes and reduces severity of problems in the long term, %2
improves chances of returning to employment and education,** and

increases remission rates.**** In 2001, the Department of Health (DH)
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outlined a model for El services in the UK in the Policy Implementation
Guide.* This included raising awareness and monitoring of psychosis
symptoms, and clear and rapid referral pathways. Community support was
recommended over hospitalisation whenever possible, and family support
and collaboration was suggested to improve assessment and outcomes.
Subsequently, the International Early Psychosis Association (IEPA)™
provided clinical practice guidelines for early psychosis. These included
increasing community awareness, competency in primary health settings in
recognising and responding to FEP, easily accessible and flexible specialist
services, and prioritising family engagement. Providing services prior to crisis
point is considered best practice; reducing the likelihood of involuntary and
invasive interventions. The DH has recently announced an aim to provide
help for those with FEP within two weeks of presentation,'® and both
Rethink'’ and The Schizophrenia Commission'® emphasise the need for

increased investment in El services.

Research on Help-seeking

This emphasis on EI arises from and perpetuates a wealth of research into
factors delaying access to services, thus increasing the duration of untreated
psychosis (DUP); the period from first psychotic symptoms to adequate
intervention.*® Longer DUP leads to more symptoms, lower quality of life, and
worse functioning at 6 months, decreasing the likelihood of remission.*®
Research on delayed access to El for FEP identifies two broad contributing

factors: help-seeking delays, and health system delays.?* %

Help-seeking delays.

A systematic review of the literature on help-seeking by carers found delayed
recognition of illness, misattribution of symptoms, and failure to recognise the
need for help as factors contributing to help-seeking delay.?® A similar meta-
synthesis described a period of 'not knowing' (p.8), where carers looked for
answers, only seeking professional help when distress intensified.?* Other

barriers to help-seeking include stigma, whether perceived or actual,??°

23,24
P,

deterrence of help-seeking by those with FE and individuals hiding
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their symptoms.?® The actions of others are therefore instructive in facilitating

early access to help.

Health service delays.

Mental health service delays, often in secondary care, have been found to
contribute most to delays in accessing El services, followed by delays in
help-seeking.?! Younger individuals are also more likely to experience delays
in access to services.? Service barriers can include limited availability of

services, appointments, and staff, and communication difficulties.??

Help-seeking pathways and experiences.
Further research presents broader experiences and pathways of help-
seeking. A systematic review explored the literature on formal pathways to
care:;?’” however, pathways of informal help-seeking were omitted. More
comprehensively, a recent meta-synthesis presented a 'higher order' (p.11)
concept of help-seeking experiences of carers.?* This described an
interaction between a period of sense making and seeking answers, a crisis
point, and the impact on the carer. Help-seeking is most likely to occur during
the acute phase of FEP,”® with help-seeking attempts boosted during a
crisis.?®*** While crises can facilitate access to services,?® numerous
unsuccessful help-seeking attempts may precede the actual provision of
heIp.28'29
As others are more likely to recognise the need for help during
FEP,**3! it is often carers who initiate help-seeking. The majority of the
literature focuses on carers' perspectives of help-seeking, with the individual
sometimes featuring as a barrier to this process. The recent reviews in this

23.24 nrovide valuable descriptions of carers' broad experiences of help-

area
seeking, including pre-help-seeking experiences. However, much less is
known about individuals' experiences of help-seeking, and about the shared

journey made by families during this time.

14



Rationale for the literature review

While help-seeking during FEP is likely to impact on the whole family, the
literature focuses mainly on carers' experiences. Consideration of how
individual and carer experiences converge to create an overall family
experience is lacking, despite evidence that family dynamics are implicated
in both the development of and recovery from psychosis.?®**® Further, in the
literature 'help-seeking' often includes periods when help is not being sought,
confusing the definition of this term. This review presents a focused
synthesis of the collective experiences of individuals and carers during the
time they actively sought help for FEP. This is limited to the period when
personal barriers to help-seeking have been overcome, and active help-
seeking occurs, both informally and formally. The dominant narrative of this
experience will be explored, with consideration of how this differs and
coalesces for individuals and carers, and with consideration of other, less

prevalent stories.
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Method

Objectives of the Literature Review

This traditional critical literature review, intended to consider the collective

family experience during help-seeking for FEP, had the following aims:

to explore individuals' and carers' experiences of help-seeking during
FEP;

to consider the extent to which these experiences are shared by
individuals and their carers; and

to review the quality of literature in this area.

Search Strategy

The inclusion and exclusion criteria for the literature search were as follows:

Inclusion criteria.

English language papers from any year.

Literature on individuals' and/or carers' experiences of help-seeking,
which represents their perspective.

Literature on experiences relating to active help-seeking in response
to FEP.

Peer reviewed papers.

Book chapters.

Unpublished theses.

Conference proceedings.

Surveys.

16



Exclusion criteria.
e Literature focusing on intervention or recovery in FEP.
e Literature focusing on DUP, personal help-seeking delays, or help-
seeking behaviour.
e Literature which does not represent the individual or carer
perspective.
e Literature on drug induced psychosis.

e Book or other reviews.

Electronic databases with a focus on health and life sciences were searched
(See Appendix A.1), in addition to hand searching. Results were scrutinised
against inclusion and exclusion criteria. Figure 1. provides details of the
search strategy and results.

The literature search strategy and results were cross validated by a
second researcher, to ensure results were obtained in a rigorous and
systematic manner.

Two of the 11 selected papers were review papers; a meta synthesis®*
and a systematic review.”® These reviews adopted a broader definition of
help-seeking, and only considered carer experiences. Those papers they
included which met the present search criteria are included in this review;*>*?
while there is duplication of some papers, the present synthesis of individual
and carer experiences is markedly different to the synthesis of purely carer
experiences presented in these reviews. The review papers have not been
included within the critique and synthesis, but are used to give context to this

review.
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Figure 1. Diagrammatical representation of search strategy and results

first episode psychosis AND

experiences AND
seeking help or treatment

Broad Search Terms:

families, service users and carers AND

Boolean operators were used. See Appendix A.2 for a complete list of search terms

'

Paper titles, abstracts, subject headings, and keywords searched for terms

A 4

v

A

y

EBSCO Host Web of Science EMBASE & BNI
73 115 14
A 4
Total records identified through _
database searching 64 duplicates
202 removed
v
138 titles screened R

61 kept for further scrutiny - 77 excluded

A\ 4
61 abstracts read

19 kept for further scrutiny 42 excluded

A 4
Hand Searching: 19 papers read
3 papers identified 8 included for review 11 excluded
.| 11 papers selected for review

A 4

A

2 review papers used for
context

y

9 papers included in

synthesis
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Review of the Literature
Overview

Studies were undertaken in Canada,***°the USA,3**" the UK,3°
Australia,”® New Zealand,** and Hong Kong*. Participants from a range of

ethnicities and gender were recruited. Participant numbers ranged from 5-58.

35-384942 concerned carers' experiences only, one study*

39,41

Six studies

explored individuals' experiences and two studies explored both

individuals' and carers' experiences.
All used a qualitative methodology, despite methodology not being
restricted in the literature search. Qualitative methods are best suited to

exploring experiences, which may account for this result. Data collection

35,36,38—-40,42

methods involved semi-structured interviews, open ended

interviews,*” or a combination of structured and unstructured interviews.3**!

Analysis methods included grounded theory®, interpretative

phenomenological analysis (IPA),*° thematic analysis,***

36,41,42

general inductive
approach,* content analysis, and an undefined phenomenological
approach.®’

A brief overview of each study is provided (See Table 1. for further
information):

Bergner et al*® interviewed 12 African American family members for
accounts of seeking help for a loved one experiencing FEP. Content analysis
elicited four themes; one of these was relevant, describing system factors in
treatment delay.

Wong*? interviewed 58 Chinese caregivers about help-seeking during
early psychosis and employed content analysis; findings relating to initiation
of help-seeking and responses of helpers were presented in statistical and
gualitative form.

For her thesis, Pearse® interviewed 16 relatives, using grounded
theory to propose an integrated theoretical framework of help-seeking during
the initial episode of schizophrenia. Two of the four main themes related to
experiences of help-seeking: '‘Communication and interaction' and 'Action’.

Categories of 'help-seeking’, 'Independence vs. over-intrusiveness',

19



‘Knowledge', and 'Experience of professionals' were also relevant, as well as
codes relating to individuals' willingness to get help.

Gerson et al*’

interviewed 14 family members of inpatients with
'recent-onset psychosis', revealing experiences of help-seeking through
phenomenological analysis. The authors presented findings altogether,
without the use of themes.

McCann et al*®

interviewed 20 Australian caregivers about their
experiences accessing FEP services. Using IPA they identified three
competing themes relating to help-seeking experiences: GPs as resourceful
or unresourceful; carer barriers and service barriers; and enhanced
experiences.

Czuchta et al*®

interviewed five parents of those with a 'first episode of
schizophrenia’ about their help-seeking experiences, using thematic analysis
to identify three themes. Two of these related to help-seeking experiences:
‘Continuous help-seeking' and 'Impact on parents'.

Anderson et al**

highlighted a scarcity of qualitative research from
individuals' perspectives. English and French speaking Canadians were
interviewed for their experiences of obtaining care for themselves following
FEP. Content analysis revealed five themes: lack of knowledge about
psychosis symptoms and available services; self-stigma preventing help-
seeking; significant others being crucial in initiating access to services;
misunderstanding and loss of control, and unexpected benefits.** A table of
advice from participants was also presented.

Finding an absence of literature in this area relating to under 18 year-

1*! interviewed 12 adolescents and 12 carers for

olds, Cadario et a
experiences of accessing help following FEP. A general inductive approach
elicited six themes, four of which are relevant to this review: lack of
awareness; services approached; experience of services; and beliefs and
knowledge of mental illness.

Tanskanen et al* interviewed 21 service users and nine carers about
experiences during FEP, including the role of networks during help-seeking.
Thematic analysis revealed five themes, four of which are relevant to this

review: 'help-seeking processes’; 'beliefs and knowledge about mental health

20



services'; the social network's response; and 'health professionals'

responses’.*
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Table 1. Overview of studies

Authors Study Title Year and Sample Aims Method
Country
Pearse® | A qualitative study | 1998 Carers. « To understand Recruitment
exploring relatives’ families' role in helping | Recruited by
UK 16 relatives of individuals with

experience of
seeking help for a
person during the
early stages of

schizophrenia.

schizophrenia - half men and

half women with schizophrenia.
Aged between 18-40.

Most were female (N = 13), and

most were parents (N = 14).

Ethnicity not provided.

a relative with an initial
episode of
schizophrenia receive

services.

* To explore the
experience of making

contact with services.

* To understand whether
gender of person with
psychosis impacts help

seekers experiences.

criterion sampling
from a mental health

service.

Data Collection
Semi structured

interviews.

Analysis

Grounded Theory.




ec

Czuchta et | Help-seeking for 2001 Carers. To examine factors Recruitment
al® parents of affecting parental help- | Convenience
individuals Canada | 5 parents of hospitalised seeking following their sample recruited
experiencing a first children. child's first episode of from a hospital.
episode of More specific sample schizophrenia.
. : P P Data Collection
schizophrenia. information is not available, as
’ Semi structured
those interviewed sample . .
interviews.
formed part of a larger survey
sample, the results of which are Analysis
beyond the scope of this review. Thematic Analysis.
The majority of the larger
sample were female, with a
mean age of 49.7 years.
Wong* Uncovering 2007 Carers. To examine pathways of | Recruitment
sociocultural factors help-seeking in Chinese | Convenience
: . Hong 58 caregivers of relatives : . .
influencing the caregivers of relative sample recruited
Kong experiencing early psychosis.

pathway to care of

with early psychosis,

from a specialist




ve

Chinese caregivers
with relatives
suffering from early
psychosis in Hong

Kong.

Aged between 20-68,
predominantly 40-68.

Most were female (N=48), and

most were parents (N=51).

All were Chinese.

and explore what
shapes help-seeking
patterns.

service.

Data Collection
Semi structured

interviews.

Analysis
Content Analysis.

Bergner et

a|36

The period of
untreated psychosis
before treatment
initiation: a
gualitative study of
family members’

perspectives.

2008

USA

Carers.

12 family members of an
individual who had experienced

psychosis.

Aged between 32-62 years, with

a mean of 47.8 years.

Most were female (N=9), and

most were parents (N=9).

All were African American.

Different aims given

within paper.

One aim was to explore
family members'
accounts of seeking
treatment for a loved

one experiencing FEP.

Recruitment
Recruited from
participant pool of an
ongoing research

project.

Data Collection
Semi structured

interviews.

Analysis

Content Analysis.
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Gerson et | Families’ 2009 Carers. To understand Recruitment
al® experience with treatment seeking Convenience
seeking treatment USA 14 family members of inpatients | experiences of families | sample, recruited
for recent-onset with recent-onset psychosis. of young people with from a psychiatric
psychosis. recent onset psychosis. | institute.
Most were female (N = 10) and
parents (N = 12). Ages not Data Collection
provided. Open ended
interviews.
An ethnic mix is alluded to but
not detailed. Analysis
Phenomenological.
McCann et | First-time primary 2011 Carers. To explore the lived Recruitment
al* caregivers’ experience of primary Recruited from a
. Australia | 20 primary caregivers of a , .
experience caregivers of young specialist FEP

accessing first-
episode psychosis

services.

young person with FEP.

Aged between 21-76, with a

mean age of 49.

Most were female (N = 17).

adults with FEP,
focussing on how they
accessed specialist
services and overcame

barriers.

service in Australia.

Data Collection
Semi structured

interviews.




9¢

Analysis
IPA.

Tanskanen

et al*®

Service user and
carer experiences
of seeking help for a
first episode of
psychosis: a UK

gualitative study.

2011

UK

Carers and Individuals.

21 service users who had FEP,
with a mean age of 26.5. Most
were male (N = 15), and there
was a mix of ethnicities - a
relatively equal amount of white
British, white other, black
African, black Caribbean, and
Asian Bangladeshi, with a
smaller amount of mixed race

participants.

9 carers, aged between 26-68,
mostly female (N = 8), and

mostly white (N = 7).

All from inner-city London.

To explore experiences
of psychosis onset and
help-seeking in service

users and carers.

Recruitment
Purposive sampling
of participants who
had been in contact
with community
organisations during
the FEP.

Data Collection
Semi structured

interviews.

Analysis

Thematic Analysis.




L

Cadario et | A qualitative 2012 Carers and Individuals. To examine experiences | Recruitment
al*t investigation of first- of FEP and accessing Criterion sampling of
episode psychosis New 11 young people with FEP, treatment from the participants from
in adolescents. Zealand | aged between 15-18 years, and perspectives of mental health
mostly male (N=7). A mix of NZ adolescents and primary | services.
European, NZ Maori, and mixed caregivers,
NZ parentage. Data Collection
Combination of
11 primary caregivers of the structured and
same young people, mostly unstructured
mothers (N = 10). interviews.
Analysis
General Inductive
Approach.
Anderson | ‘There are too many | 2013 Individuals. To describe experiences | Recruitment
et al* steps before you of pathways to care in Recruited from a
Canada | 16 individuals diagnosed with a

get to where you

need to be’: Help-

psychotic disorder.

FEP and identify factors

impacting on the help-

specialist psychosis

program, using




8¢

seeking by patients
with first-episode

psychosis.

Aged between 20-24 years, with
a median of 22.5 years.

Most were male (N = 12), and
born in Canada (N = 12).

Participants spoke English (N =
6), French (N = 3), or were

bilingual.

seeking process.

criterion sampling.

Data Collection
Combination of
structured and
unstructured

interviews.

Analysis

Content Analysis.




Collective Methodological Critique of the Literature

Elliott et al's®® guideline on qualitative research standards provides a
comprehensive model for quality assessment (See Appendix A.4). This
informed a collective methodological critique of the literature (Appendix A.5

details critique of individual papers):

Explicit scientific context and purpose, and specification of appropriate

methods.

Seven studies provided comprehensive contexts and clear aims.3*3>3"~42

One had unclear aims,*® and the rationale of a particular research aim is
lacking in another.®® All the studies employed justifiable and appropriate
research methods. Detailed specification of methods increases reliability,
and demonstrates the rigour of the research, which readers can appraise

accordingly.

Recruitment methods.
34,38,39,41

All studies detailed their recruitment methods; four provided

34,41

especially detailed and replicable methods, and two provided context for

their recruitment strategies. All studies except one*® provided inclusion

criteria.

Data collection methods.
Two studies refined data collection methods following a pilot, which included

role playing interviews.***? All studies described data collection methods, but

34,38,39

only three provided a replicable level of detail. Six papers included a

34,37-39,41,42

description of the tools used to collect data, and saturation of data

was confirmed in four papers. 3433840

Analysis methods.

36,42 and

Two studies provided brief information on the approach to analysis,
five studies provided a replicable level of detail.*****! This amount of detail

enables readers to check interpretations, increasing credibility. Two studies
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35,37

provided very little detail regarding their analysis methods, preventing

judgment on the quality of analysis undertaken.

Ethics and reflexivity.
The majority of papers did not include sufficient information regarding ethical

considerations to enable assessment of ethical standards. Only three

35,38,41 ;

papers included some consideration, while two®***® did not consider the

impact on participants of concerning practices; paying participants,® and
collecting unnecessary patient data.*

'‘Owning one's perspective' (p.221) involves transparency regarding
the researcher’s orientation and anticipations, and the potential impact of

these on the research.”® It is otherwise known as reflexivity. All but two

38,41

papers were entirely lacking in this aspect.

Situating the sample and grounding in examples.
Sufficient detail regarding participants should be presented, to allow readers

to consider the relevance of findings.* Most studies provided demographic

35-40,42

details of participants, and some presented demographics for the

person cared for.***%? Some studies linked quotations to the family role or

other demographics of the person giving the quote;*3"3%4% this enables

assessment of the degree of representativeness of quotations used. Quote
linking may be omitted to preserve participant confidentiality; however this

was not cited as an intention by any authors who did not link quotes.

36-41

Six studies grounded results well in examples; two studies could

3542 and two could have made

40,42

have provided more qualitative examples
clearer links between findings and examples, to illustrate how their

findings were informed by these.

Credibility checks.
Elliott et al** provide a number of possible credibility checks, which can
increase the robustness of findings. All studies but one* detailed some

credibility checks. These included multiple coders discussing and agreeing

34,36,37,39,41,42 38-42

codes, review of codes by an independent judge, and

returning findings to participants for validation.® Two studies included
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measures to allow and account for cultural differences in their

41,42

participants, six studies acknowledged difficulties in transferring findings

36,37,39-42

to other populations, and four studies reflected on sample bias.®*"

40,42

Clarity of presentation, resonance and coherence.

Findings were most clear when grouped into themes. 34363841 gijx

papers34,36,37,39,41,42

resonated strongly, appearing to accurately represent
and expand upon the subject matter.** Coherence, the extent to which
understanding is structured within an paper,** was generally good in most

papers 34-36,38-42

Appropriate discussion and contribution to the knowledge base.
All studies considered research findings in light of the current knowledge

%37 included only minimal evaluation of the limitations of

base. Two studies
their study, and this was entirely absent in one study.* Studies presented
both clinical®**®*° and research®*3¢**! implications, based on findings.

Two papers did not consider implications of the research.***2

Overall quality of the literature.

On the whole, rigorous research methods were adopted, with all papers
describing their methods, in varying levels of detail. Ethical considerations
were less explicit, and despite its importance in qualitative research, reflexive
accounts were lacking in most papers.

Pearse's® thesis is comprehensively reflexive, perhaps because it is
longer than a published paper. This suggests that reflexivity may be absent
from published papers due to space restrictions. Due to content priorities in
peer reviewed journals, reflexivity may be deemed expendable by authors
and editors. However, reflexivity increases rigour in both practice and
reporting. It enables researchers to consider biases which may impact on
their research, from study design to analysis. Reporting reflexive
considerations also enables readers to judge the credibility of findings and
conclusions. As such, reflexivity should be encouraged by journal editors

reviewing qualitative research.
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Synthesis of Findings

This synthesis describes the dominant story of help-seeking within the
combined literature, examining where carer and individual experiences
diverge and converge. Elucidation of less prevalent stories also
demonstrates the diversity of help-seeking experiences. Informed by a guide
for synthesis,** each paper's relevant themes were identified, then all themes
were combined, synthesising findings into an integrated narrative, intended
to enable deeper understanding of help-seeking experiences within the
whole family.

Czuchta et al*® describe a 'continuous help-seeking' (p. 166) process
which comprises carers persuading their loved ones to seek help, help-
seeking from community supports, help-seeking from professionals, and
finally a crisis leading to hospitalisation. While the order of these stages is
interchangeable, and the final stage may not always occur, these findings

broadly reflect the journey described within the papers selected.

Initiation of Help-Seeking

"| eventually told my mum what happened."*

One study* found that one-third of the young people interviewed sought help
initially from their parents. Similarly, approximately one-third of the
individuals in another study sought help following a gradual process of
recognising their symptoms as mental health difficulties.*® Some individuals

38-40 sometimes without their carers'

sought help from their doctor,
knowledge;* others also had no family involvement, instead seeking help
within work or school.®*

Most often however, carers or others initiated help-seeking;* this is
reflected in the focus of the majority of the studies.****%*?2 Some individuals
had no interest in seeking help, but allowed carers to do this on their
behalf.® The extent to which help-seeking was harmonious within a family
was liable to change,® with individuals alternately acknowledging and

denying their need for help.*®%
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Some individuals only realised they were ill once they were receiving
help and information from mental health services.***! This highlights the
difference in perspectives between some individuals and carers when carers
seek help. Experiences of frustration and disempowerment may be shared
by individuals and carers during this time, while ideas about solutions may
differ.

"...as far as seeking it out as an individual | likely wouldn't have."**

Individuals were often encouraged to seek help themselves.**
Encouragement and pressure either aided help-seeking, or were met with
anger, denial, and worries about stigma.***? Some individuals felt it was
important that that others sought help on their behalf.3**! They felt they
would not have sought help alone® and that they got better more quickly due
to their carers' interventions.** Some carers made a conscious decision not
to seek help, seeing this as something individuals must do alone, something
they were capable of doing themselves, or not wanting to infringe their
autonomy.®® However, Cadario et al** describe carers as advocates during
difficult times for individuals, and in light of individuals' retrospective
appreciation of carers' help-seeking, not doing so may delay access to

services, and isolate individuals during difficult experiences.

Informal Help-Seeking

"...not knowing...where to go first."*

Both individuals and carers reported knowing they needed help, but not

knowing where to get this from.3*%%*? vagueness of symptoms confused

35,36,39-42 38,41,42

carers,® and they initially sought help from friends, relatives,

or colleagues.*® This was to check out concerns,* confirm worries,* or get

36,42

advice, and could result in either encouragement*? or

discouragement®®*

to obtain formal help. Individuals sought help from their
parents,** other family members,* friends®® or partners.*® They were usually

encouraged but some experienced unhelpful responses, such as minimising
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36,40 38,41

problems or criticism.*® Friends or family with knowledge or

experience in mental health were particularly helpful, and formal help was
sought sooner if they were supportive.®**? The internet® and helplines®#
also served as initial contact points for carers, however individuals did not
describe using these resources, possibly due to not knowing of them.

"I think she's not well...we go and see the priest"*

Non-mental health professionals were also approached; carers consulted

41 42
38, 38, and

educational staff,***! spiritual leaders,**! social workers,
emergency department staff.*®*! Some individuals however, were reluctant
to approach such professionals for help, and where these were part of their
help-seeking experience, professionals usually encouraged individuals to
seek help, often making referrals to their doctor or mental health services.**
These professionals included an employer, educational contact, hostel
worker, youth worker, prison officer and counsellor.**** Non-mental health
professionals approached by carers may have been involved with the whole
family, whereas those who encouraged individuals may have had contact
with them alone. Therefore, while carers utilised the network around the
family, individuals may have received support confidentially and in isolation
from their family.

Two studies found that social workers helped access to psychiatric

40,42

services, while another** found that school teachers responded

effectively. Some initial contacts led to referral to a doctor or specialist

3942 \while other contacts were not helpful.*!

services, The step of
approaching a doctor may indicate a realisation of the seriousness of the

difficulties faced.
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Seeking Formal Help

"My daughter refused to see the doctor in spite of our efforts to arrange

a consultation for her"#

Individuals described how hard it was for them to seek formal help, due to
internalised stigma about mental illness,* and a tension between realising
they needed help, but struggling to identify themselves as a 'sick’ person.*
Some individuals went to their doctor with physical health concerns initially,
rather than asking for help with their mental health.**

Doctors in primary care were often contacted as the first formal
attempt to get help;3°*142 however some carers contacted hospitals or
mental health services directly.**? Some carers felt uncomfortable
discussing the situation with their doctor,*° but it is unclear whether this was
due to their relationship with the doctor, or discomfort in discussing the
individual's problems on their behalf. Often, when carers sought help, efforts

38,39,42 or not

were impeded by the individual not recognising the need for help
accepting help,® 3 despite attempts at persuasion.®*=° This was at times
compounded by doctors and services being unwilling to help without the
individual's consent,® or if they did not seem unwell enough.*° A tension
between addressing carers' concerns and respecting individuals' rights is

37,38 when

therefore apparent. Frustration was described by family members
their efforts to seek help were hampered by the individual or services.
Conversely, individuals described having little control over the help-seeking
process, with referrals to specialist services being made without their
knowledge or consent.*® Without consensus within the family about help
needed, it is inevitable that someone will feel dismissed and disempowered,
while another is vindicated.

"we were left with him in this state"®

Formal help-seeking did not always immediately result in referral to specialist

services.**° Instead practitioners gave medication,**>° dismissed

34,38,39

concerns, or gave unhelpful advice.***° Carers described difficulties
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37,38 ;

with appointments being inflexible,?"*® inconsistent advice,*® and feeling

deserted.***® Carers struggled to provide support,*® and carer burden
increased.®® The uncertainty faced was described as highly distressing.>**
Carers appeared at the mercy of services,*® and felt some practitioners
appeared intimidating or unable to engage with the individual.*° Likewise,
individuals described feeling misunderstood and dismissed by practitioners
who lacked empathy,®* and told professionals what they thought they wanted
to hear, due to feeling disbelieved and judged as 'the patient'.®* However,
individuals were sometimes vague about their symptoms, or emphasised
physical concerns, being reluctant to admit to their mental health
difficulties.®® This may have contributed to some of the unhelpful responses
received. Such difficulties lead to some passivity in families,*® but mainly to
action, with carers contacting specialist services or other mental health
professionals directly.*

"She referred...straight on"*

In contrast, some practitioners engaged individuals well,** were
resourceful,*® and prompt in referring to specialist services.****? A good GP
relationship expedited access to specialist services.® Wong's* research
depicts a particularly straightforward route to receiving specialist help, which

may reflect effective care pathways for psychosis.

Seeking Specialist Help

"We kept on getting sick of telling our same story to different people"*

When seeking help from specialist services, families reported inflexible

35,36,39

appointment times,* convoluted processes, and lack of communication

between services,* which seemed ‘crazy**°

to those caught up in the
process. Some young people were faced with entering adult mental health
services, which their parents thought were unsuitable for them.*°

Carers defined obtaining help as a long process.*=%3%%! One study*°

describes a process of 'door-knocking'; going from service to service to gain
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access to appropriate support, and another** details involvement of
numerous agencies. At times, services and staff did not deem individuals to
be unwell enough to warrant help from specialist services.*®*? This may have
been exacerbated by carers not knowing how to negotiate support from
these services.*

Some families struggled to access specialist help due to financial

%42 or difficulties attending treatment locations.*? Even when

difficulties,
accessing help, inadequate support*® and lack of definitive diagnosis®’ or
professional opinion® furthered frustrations.

"Usually people have to get really sick...some sort of crisis happens"*

Crises boosted help-seeking, and were often the point at which specialist
help was received.®?"3**! police involvement was described,**” and the
subsequent response was traumatic and intrusive for the whole family.*’
Crisis support was sometimes viewed as inadequate and arriving too late.*

"| got good at 'playing the system™*°

Carers had to convince health care professionals that help was needed.*”
Driven by desperation,® carers resorted to begging for® or insisting upon®**
help and information. Through persistent help-seeking efforts, some carers
became knowledgeable and experienced in accessing services.*’ They
attended support groups and courses to gain knowledge, which increased
confidence and assertiveness; families learnt how to 'play the system' and
boost success in obtaining support.*

"Then he was put in to hospital"*

Once help was given, which often included hospital treatment,3*3>37:38:41.42
carers described feeling excluded and blamed, being given little
information.®® Carers had to seek out information, finding this beneficial once
received.** Involuntary hospitalisation was stressful** for carers; they

38
|

described a sense of sadness,* betrayal®® and guilt.*” This was a ‘traumatic
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yet necessary'’ step, which provided help for carers as well as the

individual.>” Some individuals felt they lost their control during treatment,>***
which caused anger for some.**

"| got admitted...they sorted me out from there...it was good"*

Other individuals described hospitalisation as a positive experience,***!
which included a sense of community.** However, implicit in almost all
descriptions of hospitalisation was the notion that individuals were
hospitalised against their will; individual choice was indicated only once.**
This high incidence of involuntary hospitalisation suggests disharmony in
families' experiences at this time, with intervention focused on the individual.

"_..it maintained our love and support of each other"3*

One study® describes disruption in the family following help-seeking.
However, in another,® individuals detailed unexpected benefits of their help-
seeking, feeling the experience brought them closer to family and friends,
and strengthened existing bonds. They also felt more aware of what their
family was willing to do for them, as well as the limits of what their family was

able to do.
Alternative Stories

Families presented wishful, alternative stories of how their experience of
help-seeking could have differed, through sharing how they or services could
have responded differently.

"Just go for help straight away"*

An alternative story where individuals talked with others about what was
happening,® carers sought help sooner** and everyone talked with one

38,41

another about the difficulties was presented. This indicates that families

were aware of the division of experiences during this time, between the
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individual and carers. Where individuals sought help in isolation, carers
wished they had been brought in sooner and involved more by
professionals.®”*° Individuals in Anderson et al's®* study advised others to
listen to their doctor, though it is unclear whether this is something they
found it easy or difficult to do at the time.

Families wanted basic responses from professionals, such as
compassion, listening,*® understanding® taking concerns seriously,3*3®
giving advice®” and the chance to ask questions.®” Carers had ideas relating

to how services could respond differently; %

a link person would be
available for the family and individual,*® and calls would be returned.*®
Helplines would be available,* and services would also offer support groups
and information.** Alternative stories about services presented by individuals
related to the time when help was initially delivered, perhaps reflecting that
some individuals are not active in the help-seeking process. These described
a shorter wait for help, in uncrowded waiting rooms, with communication
between professionals eliminating the need for stories to be continually
repeated.®* Less coercion and a shorter inpatient stay were also desirable.
Individuals wished that early intervention services were more visible,** so
that they knew there were people who could help. An alternative story
relating to wider systemic differences was expressed in McCann et al's*
study, where more funding, and services for young people existed. This

underlines an overall inequity of international availability of EI services.
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Conclusions

Integrating individuals' and carers' help-seeking experiences enabled each to
provide context to the other, presenting a fuller account of the help-seeking
experiences within families. A focus on the dominant narrative of help-
seeking within the literature highlighted the difficulties faced by many; while
considering less prevalent narratives demonstrated the richness and variety
of experiences.

The synthesis suggests that some of the broader experiences of help-
seeking are similar for individuals and carers, such as confusion about where
to access help, difficulties obtaining adequate support from doctors, failed
help-seeking attempts leading to a crisis point, and the importance of support
from others during help-seeking. Individuals were generally less likely to
initiate help-seeking, recognise the severity of their difficulties, or be as
active in continual help-seeking from services, and often eventually received
forced intervention. Carers on the other hand approached a number of
informal contacts for advice, felt frustrated at provision of help depending
upon individuals' presentation, continually sought help from services, and felt
relieved but let down during crisis support.

This dominant story of help-seeking was mitigated by the less
prevalent stories of help-seeking where this was harmonious within the
family, doctors were responsive and helpful, and services and support were
accessed quickly. This counter narrative provides hope for providing early
intervention and improving help-seeking experiences for families. Such
stories could inform aims for service and policy development, while lessons

can be learned from the more challenging experiences presented.

Directions for the Future

d3**3*4 included individuals'

The three most recent papers reviewe
experiences of help-seeking. This indicates a shift in research aims to
include the individual perspective, which is much needed. The findings of
these studies demonstrate that individuals' perspectives are important, and

can have implications for clinical and research developments.
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This review represents a part of the beginning of the story of FEP for
families. This provides a point of comparison for the subsequent research
study, which elucidates another chapter in this story, where families are

completing an intervention.
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Appendix A.1: Complete List of Databases Searched

1. EBSCO Host 'life sciences' & 'All health' databases
» Academic Search Complete
* CINAHL Plus Full Text
» eBook Collection (EBSCO Host)
* MEDLINE
* PsycINFO
* SPORTDiscus with Full Text
« AMED
* Ageline
2. Web of Science
3. EMBASE
4. BNI

These databases were selected for their focus on health and life sciences.
While SPORTDiscus and Ageline were less likely to return relevant results,
these formed part of EBSCO's 'life sciences' and 'All health' database

clusters, therefore became part of the search.
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Appendix A.2: Complete List of Search Terms Used

Terms relating to

Terms relating

Terms relating

Terms related to

first episode to families, to experiences seeking help or
psychosis service users treatment
and carers

"first episode famil* NOT experience "help seeking”

psychos*s" familiar

"first episode of patient pathway "help-seeking"

psychos*s"

"first onset of a "service user"” journey "treatment-

psychotic seeking”

disorder"

"first onset of client outcome “"treatment

psychos*s" seeking”

"first presentation | carer "access to care"

of psychos*s"

"ultra high risk" relative "seeking
treatment”

"first-episode caregiver "seeking help”

psychos*s"

"first-episode- care-giver "service access"

psychos*s"

"early "early

schizophrenia” intervention”

"early psychos*s" "early-
intervention”

"early stages of "access to

schizophrenia” services"

"early stage of
schizophrenia”

"access to help"

"first episode
schizophrenia”

"first-episode
schizophrenia”

"first episode of
schizophrenia”
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Appendix A.3: Model used for Quality Assessment

Elliott et al's**® 229 eyolving guidelines for publication of qualitative research studies

in psychology and related fields.

A. Publishability Guidelines Shared by Both Qualitative and Quantitative

Approaches

~N o OB~ WON -~ @

1
2
3
4.
5
6
7

. Explicit scientific context and purpose
. Appropriate methods

. Respect for participants

Specification of methods

. Appropriate discussion

. Clarity of presentation

. Contribution to knowledge

. Publishability Guidelines Especially Pertinent to Qualitative Research

. Owning one’s perspective

. Situating the sample

. Grounding in examples

. Providing credibility checks

. Coherence

. Accomplishing general vs. specific research tasks

. Resonating with readers
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Appendix A.4: Critique of Individual Papers

Author

Strengths

Weaknesses

Pearse®

* Related background literature to study aims throughout

introduction.

* Included a section on ethical considerations, detailing

informed consent and participant briefing.

* Especially detailed and replicable recruitment and data

collection methods, with data saturation discussed.
* Reflexivity included:

- presented expectations, enabling consideration of how

these may affect findings.
- sample of the reflexive journal was provided

- power dynamics considered.

» Gender differences of those with psychosis chosen for
comparison. Evidence presented regarding gender
differences in attitudes to help-seeking, which suggests
a comparison of experiences by gender of the help

seeker would be more relevant.

» Omitted consideration of the impact of recording some
interviews by hand rather than audio tape - data may be
less rich in these instances, leading to potential bias

within the findings.

€g




12°]

» Grounded theory analysis of findings comprehensive
and relatively complex, yet coherent and contributed to
the knowledge base.

* Presented an abstract theoretical framework with the

intention of increasing transferability of findings.

Czuchta et

a|35

« Ethical considerations made, including participant

briefing.

* Detailed recruitment process.

* No interview guide included.

* No information on process of thematic analysis.

* No reflection on potential bias caused by using field

note observations within analysis.

* No detail of credibility checks.

» Minimal description of qualitative findings.

* Authors referred to a future paper containing further

description of qualitative findings, which has not been




i)

published to date.

* No reflexivity or implications of the research discussed.

Wong* » Adapted an existing English language interview guide to | * Limited qualitative data presented; results
suit the cultural context of Hong Kong, further adapting predominantly presented as descriptive statistics, with
guestions following role played pilot interviews. only a small amount of quotations.
* Analysis by two raters, with codes cross checked » Quotations not linked well to findings.
* Acknowledged potential sample bias, due to * No ethical considerations, reflexivity, or clinical
governmental privacy restrictions. o :
implications given.
* Presented a diagrammatic pathway model which
summarised findings well, presenting a clear account of
Chinese pathways in early psychosis, and comparing this
to previous findings.
Bergner et | « Data saturation discussed. * Research aims appear unclear; while expressing an
al®® interest in help-seeking experiences, the researchers

* Allowed data to convey findings, without a more abstract

then focus on aspects of DUP.




9%

level of analysis. This facilitated a clear and strong
presentation of family members' experiences, that
resonates with the reader.

* Findings and discussion presented in a coherent

manner.

* Highlighted internal validity of their study, due to a

homogeneous sample

* Collected data on the patients related to those
participating in the study, via several clinical measures.
It is unclear why this was necessary for the research
purposes, and results were not considered in light of the
qualitative findings obtained.

* No reflection on the ethical implications of collecting

such clinical data, which appears unnecessary.

Gerson et

a|37

* Long quotations used which despite the lack of clear

themes, portrayed families' experiences clearly.

* Considered findings in relation to relevant literature and
policy, presenting action focused implications which may

increase the utility of their research.

* Included much on experiences following treatment and

diagnosis, which did not meet their research aims.

* Recruitment method involved asking patients to
nominate a family member who would best describe
them. This is irrelevant to the research aims of gaining
insight into family members' experiences, and there is
no reflection on the potential sample bias within this

approach.




LS

* Merely stated that 'established qualitative data analysis
procedures' were followed, preventing judgment on the
quality of analysis undertaken.

+ Claimed that themes were obtained, but did not
delineate these within their results, instead providing an
entwined narrative of findings. This masked the main

themes discovered.

* No reflexivity.

McCann et

a|40

» Data saturation discussed.

* Themes grounded well in examples

* Linked quotes to specific participants

» Acknowledged potential sample bias - reflected that
caregivers with less critical views may have been

intentionally recruited.

* Do not explain their decision to supplement some of
their quotations using comments in parenthesis; these
appear to be interpretations, which may subtly alter the
intended meaning of the participants' choice of words.
While interpretation is applied to textual data in IPA,
these supplementary comments add an extra layer of

interpretation.
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* No reflexivity.

Tanskanen

et al*®

* Replicable recruitment, data collection and analysis

methods.

* Provided comparative demographic statistics of all users
of the service where participants were recruited from,
enabling assessment of the representativeness of the

sample.

* Analysis completed by two researchers with a third to

check codes.

» Generous number if quotations, linked to participant

demographics.
« 'Additional file' of supporting quotations made available.

* Number of participants represented by each theme was

detailed, , enabling clear judgement of the applicability of

* No ethical considerations or measures described.

* No reflexivity.




6S

each theme to the sample. Exceptions to findings also
discussed.

+ Consider limitations and generalisability.

* Provided several clinical and research implications,

which were well grounded in findings.

Cadario et

a|41

* Detailed an ethical approach to their study design,

including how young participants were protected.

* Detailed and replicable recruitment strategy, with

context for this provided.

* Detailed reasons why potential participants declined

participation.

* Reflexively considered the positions of their researchers

during analysis.

« Difficult to discern the context of quotes at times, in
terms of what aspect of experience the quotations relate

to.
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» Used a Maori nurse as part of the analysis team to

identify M&ori specific issues.

* Undertook overall checks for theme consistency.

* Provided a wealth of quotations to illustrate their

findings, including an appendix of quotes.

» Consideration of the similarities between individual and

carer experiences is novel and valuable.

Anderson

et al®

* Replicable recruitment strategy, with context for this

provided.

* Replicable data collection and analysis methods.

* No reflexivity.

* Did not consider the potential ethical implications of

paying their participants.




T9

» Data saturation discussed.
» Two researchers coded transcripts.

» Chose not to over analyse results, as wanted to

describe experiences as told.

* Quotations elucidated themes well.
* Authors stated how many participants expressed
various sentiments within the themes, demonstrating the

accuracy of their findings.

* Provided service improvement recommendations which

came direct from participants - high clinical utility.




Paper 2
Empirical Research Paper

Journeys into Recovery: Family Narratives of First Episode Psychosis and

Behavioural Family Therapy

Word count = 7,753
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Preface to the Empirical Research Paper
Use of the term 'family’

During the design of this research, the term ‘family’, was used to describe
any group of individuals who engaged in Behavioural Family Therapy (BFT),
as BFT is delivered with family members related by blood or marriage,
cohabiters, friends, neighbours or carers. However, all of the families
participating in this research consisted of parents and adult children, where
the child had experienced a first episode of psychosis. This enabled
consideration of parent-child dynamics within the families during the

interpretation and discussion of findings.
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Abstract

This empirical research paper provides insight into families' shared
experiences of a first episode of psychosis (FEP) and subsequent
Behavioural Family Therapy (BFT). Recognition of the role of families in the
development of and recovery from schizophrenia has led to
recommendations for family therapy following psychosis. BFT uses
psychoeducation and behavioural training, and has quantitative evidence of
effectiveness. BFT, and family therapy in general, requires collaborative
family engagement. Therefore, exploring shared family experiences of BFT
and elucidating the process of recovery within the shared family sphere can
provide insight into how BFT is effective.

Using a narrative approach, families completing BFT were
interviewed, and their shared narratives were identified. These narratives
reflected families' journeys from before the FEP, to the present time, via BFT,
and included ideas about the future. Subplots within each family's narratives
were identified, and compared across families. A broad restitution narrative
of the journey from iliness to recovery is presented, with subplots of the
journey considered. A counter story is considered in comparison to the
dominant narrative. The extent to which narratives can be evidence of
effectiveness in BFT is explored, as well as considering how such narratives
may aid recovery. Parental power is discussed as influencing family
narratives, and the impact of BFT on this is considered. Findings may aid
clinicians in their delivery of BFT, and could provide a basis for an
educational resource for clinicians and families. The novel research
approach may guide future research into shared narratives; further research

areas are considered.
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Introduction

First Episode Psychosis

First Episode Psychosis (FEP) is an ambiguous term (Breitborde, Srihari, &
Woods, 2009) relating to an initial episode of psychosis. FEP and psychosis
are not diagnostic terms, but describe a clinical presentation used in the
diagnosis of any psychotic condition, such as schizophrenia, psychotic
depression or bipolar disorder, which have substantially overlapping
symptoms (Rosen et al., 2012). The prevalence of psychosis in the general
population is estimated at 1% in those over 18, and 0.4% in those aged 5-18
(National Institute of Health and Care Excellence [NICE], 2013, 2014), with
FEP often occurring in late adolescence or early adulthood. Positive
symptoms include hallucinations, delusions, or confused thinking; and
negative symptoms include withdrawal, loss of energy, interest, and
motivation. Mood disturbance can also be experienced (American Psychiatric
Association [APA], 2013).

Early intervention (EI) services have been developed to provide
support during FEP (Department of Health [DH], 2001), with a view to
preventing poor longer term outcomes. NICE (2014) posits that most people
can recover from FEP with early detection and intervention. This focus on
psychosis represents a shift from established ideas about schizophrenia
being a lifelong condition (Berrios & Hauser, 1988), to ideas about recovery
(Gumley, Braehler, Laithwaite, MacBeth, & Gilbert, 2010).

Family Therapy for Psychosis

Family intervention is recommended for psychosis (DH, 2001; International
Early Psychosis Association Writing Group, 2005; NICE, 2014); this was first
indicated following observations that patients living in families with high
expressed emotion (EE) were more likely to relapse following discharge from
hospital (Brown, Birley, & Wing, 1972; Vaughn & Leff, 1976). High EE was

characterised by hostility, criticism, and emotional over-involvement (Brown
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et al., 1972). Research demonstrated the benefits of psychosocial
intervention, including psychoeducation (Anderson, Hogarty, & Reiss, 1980)
and family intervention (Falloon & Pederson, 1985), in improving outcomes
for those with schizophrenia. The initial context of family blame suggested by
EE theories was mediated by an understanding that relatives may employ
unhelpful strategies to cope with and manage behaviour (Mueser, 1989);
today, the role of family dynamics in illness and recovery is explored from a
more positive perspective.

There exists a vast amount of quantitative research into the
effectiveness of family interventions for psychosis and schizophrenia
(Kuipers, 2007; Pfammatter, Junghan, & Brenner, 2006), which have been
demonstrated to reduce the risks of relapse (Giron et al., 2010; Pilling et al.,
2002). Several studies have explored experiences of family interventions for
psychosis or schizophrenia. These describe a safe therapeutic environment,
connection with others through sharing experiences and difficulties, creation
of new shared meanings through changed relational patterns, increased
empowerment for individuals, and timing and structure of interventions as
important (Allen, Burbach, & Reibstein, 2013; Nilsen, Frich, Friis, &
Rassberg, 2014). An evaluation of a Family Support Service found high
satisfaction levels despite initial negative preconceptions about family
intervention, with families reporting improved communication, increased
understanding, better coping strategies, and greater independence
(Stanbridge, Burbach, Lucas, & Carter, 2003).

Both quantitative and qualitative research has demonstrated the
effectiveness of family interventions for psychosis, and various interventions
have been developed. This research focuses on one of these interventions;

Behavioural Family Therapy.

Behavioural Family Therapy

Behavioural Family Therapy (BFT) was developed by lan Falloon and
colleagues to treat schizophrenia, and later psychosis (Falloon & Liberman,
1983; Falloon, Boyd, & McGill, 1984). They posit that families are the
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greatest resource for managing stresses and maintaining a satisfying life
(Falloon, 2003). Informed by a stress-vulnerability model (Zubin & Spring,
1977), BFT increases family resiliency through psychoeducation, relapse
planning, promoting positive communication, developing problem solving
skills and stress management (See Appendix B.1 for a standard BFT
programme). Families usually participate in 10-15 sessions, which are
tailored to their needs. The BFT model is championed by The Meriden
Family Programme (Meriden, 2015), and is widely adopted in EIl services
throughout the West Midlands, but also used both nationally and
internationally. However, engagement in BFT, and use of BFT by clinicians
can be low, thus further research may elucidate difficulties in the clinical
application of BFT (Fadden, 1997; James, Cushway, & Fadden, 2006).

A review of the literature found BFT to be effective in reducing carer
burden, improving coping skills, and increasing knowledge about
schizophrenia (Macleod, Elliott, & Brown, 2011). A further study found BFT to
be effective in improving problem solving, reducing risk of subsequent
psychotic episodes and shortening recovery times (Doane, Goldstein,
Miklowitz, & Falloon, 1986). Qualitative research on families' experiences of
receiving BFT described collaborative engagement and dedicated therapists
as important, with aspects of the BFT being useful in reducing isolation and

stress, and empowering families (Campbell, 2004).

Rationale for the Current Research

While the quantitative evidence for interventions in FEP is vast, Larsen
(2007) highlights a need for increased qualitative research to provide
alternative empirical evidence for interventions, arguing this will reveal how
such quantitative outcomes arise. Research on experiences of FEP has
focused either on individuals' experiences of FEP (Judge, Estroff, Perkins, &
Penn, 2008; Thornhill, Clare, & May, 2013) or carers' experiences (Corcoran
et al., 2007; Stern, Doolan, Staples, Szmukler, & Eisler, 1999), and discrete
periods of the psychosis journey are often covered, such as recognising and
responding to psychotic symptoms (Corcoran et al., 2007; Judge et al.,

2008), or recovery (Thornhill et al., 2013). Thus, further research to advance
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understanding on the full trajectory of FEP is recommended (Boydell,
Stasiulis, Volpe, & Gladstone, 2010).

Paper one presented a review of the literature on family experiences
of help-seeking during FEP. This identified a common journey of help-
seeking; however while experiences as the result of help-seeking were
similar for carers and individuals, consensus on the need for help and action
to be taken generally differed. This indicates shared experiences of
disempowerment and frustration, which may arise for different reasons.
Therefore, family experiences during this time appear inharmonious. During
BFT, families engage collaboratively to move forward positively from the
FEP, and to develop resilience as a family to reduce risk of relapse. The
shared family concept of the FEP, and of recovery, are therefore a vital part
of this process. However, research into shared family experiences of FEP
appears to be lacking. This research aims to contribute to the evidence base
for family interventions, with a focus on process rather than quantitative
outcomes, and an exploration of families' journeys, from pre-morbidity to

ideas about the future, via BFT.

Aims
e To explore the collective story told by families, when one member has
experienced FEP and the family undertakes BFT.
e To consider the extent to which narratives can be used as evidence of
effective BFT, where effectiveness is idiosyncratic to each family's

hopes and aims for intervention.
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Method
Narrative Research

Narrative approaches are based on the assumption that people understand
and interpret their world through stories (Bruner, 1990). Rappaport (1995,
2000) defines stories as sequenced events with a beginning, middle, and
end, that have a point, which help us find meaning in our lives. Stories may
not present unequivocal truths, but represent a narrator's version of the
sense they have made of a phenomenon (Frank, 2012). Stories both
describe past experience and enable individuals to make sense of this
(Riessman, 2008), therefore interpretation of narratives can demonstrate
how tellers have made sense of their past.

However, stories are not created in a vacuum; they are shaped by and
contain broader narratives, and in turn influence these narratives
themselves. Rappaport (1995) suggests that stories are an individual's
unique representation of events, whereas narratives represent wider stories
which are less idiosyncratic. In addition to personal stories, he distinguishes
two further levels of narrative: community and cultural narratives. Community
narratives are those which are shared within various groups, through social
interaction and communication. Dominant cultural narratives are 'overlearned
stories' (p. 803) which reach most people within a culture, through media and
social institutions. These provide the cultural context within which community
and personal narratives develop. Narrative research can explore the
interaction between these levels, enabling consideration of the context of
narratives, how and why they are created, what they describe, and how this
affects identity and change.

This research intended to reveal shared family narratives, therefore a
focus on collective '‘community level' family narratives was maintained.
Language enables the sharing and creation of both individual and collective
understandings, through integrating others' perspectives into our own
understandings (Fivush, 2011). Our interpretations of an event, when shared
with others, develop into shared understandings through input from listeners

who confirm, negate, or negotiate our stories (Fivush, 2008). Meaning arises
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from collective contributions and overlapping individual stories (Seaton,
2008). As such, group interviews are distinct narrative environments, where
broader narratives are created from the shared stories of participants
(Gubrium & Holstein, 2012).

Recruitment

Families were recruited from three El teams. The clinicians in these teams
who delivered BFT gave those families who met inclusion criteria an
invitation letter (See Appendix B.2). If families wished to know more about
the research, they told their clinician, who then gave them a participant
information sheet (See Appendix B.3), and arranged for the researcher to
make contact. Informed consent (See Appendix B.4) was obtained
immediately prior to interview. See Appendix B.5 for an overview of the

recruitment process.

Inclusion criteria.
e Families with a member who had experienced FEP, and who were
undertaking BFT, or had completed this within the past six months.
e Families comprised of the individual who experienced FEP, and at
least one other family member.

e Families deemed able to manage talking about their experiences.

Exclusion criteria.
e Families where the individual who experienced FEP did not participate
in the BFT.
e Families unable to speak fluent English.
e Those under the age of 12, or those under the age of 16 who did not
have parental consent or whose carer was not participating

themselves.
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Ethical approval.

Full ethical approval was obtained from an NHS Research Ethics Committee,
and permission was obtained to recruit from the NHS trusts involved (See
Main Appendices C.2-C.5).

Participants

Four families participated in the study. These all consisted of at least one
parent and one adult child who had experienced FEP. All participants were
aged over 18, and of white ethnic origin. Table 1. details participant

demographics, with pseudonyms used.

Procedure

Interviews were conducted with each family as a whole, at their home, where
they also completed the BFT. Local trust lone working procedures were
adhered to. Interviews lasted 60 minutes on average and were audio
recorded. An unstructured interview approach was used, with a broad

interview guide (see Appendix B.6) to encourage families to share their story.
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Table 1. Participant pseudonyms and demographics

Number of | BFT Pseudonym | Role in family | Gender
BFT completed?
sessions
completed
Family 1 | 10 No, 2 Gayle Daughter Female
sessions (Had FEP)
remaining Susan Mother Female
Clare Mother Female
Family 2 | 16 No, 1 session | Mark Son Male
remaining (Had FEP)
Alison Mother Female
Family 3 | 10 Yes, 1 week | Dave Son Male
prior to (Had FEP &
interview has
schizophrenia
diagnosis)
Tony Father Male
Kirsty Mother Female
Family 4 | 10 No, more Gemma Daughter Female
sessions (Had FEP &
remaining has bipolar
disorder
diagnosis)
Helen Mother Female
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Analysis Process

An experience-centred approach to narrative analysis was adopted
(Patterson, 2013), using Rappaport's (1995) model to identify different levels
of narrative, and identifying experiential themes within the ‘community level
family narratives.

Interviews were transcribed, then core stories were derived from the
transcripts, guided by Emden's (1998) approach (See Appendix B.7).
Transcripts were naively read several times, and initial impressions of the
whole narrative were noted. Interviewer questions and comments, and all
words superfluous to the meaning of each sentence, such as 'you know', and
‘erm’ were then deleted. Departing from Emden, utterances which
demonstrated interaction between family members were retained, as while
these were superfluous, they indicated collaborative responses, revealing
family narratives. In an additional stage, fragments describing different
phases of the journey within families' narratives were identified and grouped
together in chronological order to highlight aspects of the past, present, and
future within the narrative (Clandinin & Connelly, 2000). This 'restorying’
approach enables key aspects of the story to emerge, and emphasises the
context of the story (Ollerenshaw & Creswell, 2002). Throughout this
restorying, content was checked against the original transcription to ensure
that it retained its proper context as provided during the interview. Some
aspects of families' journeys spanned all phases and were retained rather
than split across different phases, to preserve their context; these were
labelled 'broad aspects' of the journey.

Within each phase or aspect of the narrative, fragments of themes
were identified and grouped together to produce subplots of families'
narratives. Shared family narratives were identified in subplots which
incorporated a collective understanding or an integration of perspectives
(Fivush, 2011). Some of these were expressed by a main speaker, with
agreement, contribution and encouragement from other family members
through nodding, chipping in, or agreeing, and which incorporated others'

perspectives. Other family narratives were identified through the sharing of
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family members' personal stories around a shared subject, creating a wider
family narrative of the subject. Instead of returning core stories to
respondents, as Emden did, subplots were considered against the initial
Impressions noted, to judge how trustworthy they were in elucidating families'
stories. Finally, the subplots and their themes were compared across
families, to identify similarities and differences. See Appendix B.8 for an
example of the analysis process. The analysis approach and findings were
verified by a researcher who has substantial experience in conducting

narrative research.
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Findings

Families' overall narratives describe the journey from iliness to recovery,
representing a restitution narrative (Frank, 1995). Kirkpatrick's (2008)
framework for understanding stories is used as a basis to present findings,
as this incorporates levels of narrative and temporality. Figure 1.
demonstrates how dominant cultural narratives and individual stories
impacted on the shared family narratives, and how family narratives also
impacted on individual stories. Subplots for each temporal phase or broad
aspect of families' experiences are shown. The majority of these focused on
the past, incorporating illness narratives and the shift towards recovery
narratives. Past experiences are contrasted with those within the present,
and the past is interpreted and narrated through the context of families'
present situation, and their journey towards recovery. This journey continues
on to the future. In contrast, one family often describes a counter narrative
(Holloway & Freshwater, 2007) to the dominant narrative of recovery. Theirs
is a journey of continuing struggles, with a present feeling of being stuck, and

fear for the future.
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9.

Figure 1. Narratives of the journey from illness to recovery (based on Kirkpatrick, 2008)

Dominant Cultural Narratives

Western family values & roles Medical narrative Western values of independence & work Restitution narrative

—

SHARED FAMILY NARRATIVES
PAST PRESENT FUTURE

lliness narratives Recovery narratives

v

v

Being ill / Before help Journey into services Doing BFT ' How things are now ' Ideas about the future
obtained : :
* Not getting on » Seeking & not receiving * What doing BFT was like E * Improvements noticed E * Legacy & role of El team
help : :
* lliness as a shock * Hospitalisation * Aspects of the BFT . * Improved communication . * Role of milestones in
which were helpful/hard | recovery
* Responses to symptoms ¢ First contact with El team « Involving others / impact * New understandings
/ behaviour of BFT on others | |
: Diagnosis Involvement with El :
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[ o Impact of diagnosis — 1
: ‘ N }
Individual Stories
Parental narratives of the FEP and BFT Child narratives of the FEP and BFT

Counter Narrative

Unclear story of illness trajectory and causes Disagreement over diagnosis  Not getting better  Fear over support ending




Subplots which highlight the narrative of families' experiences are described
within each broad phase or aspect of families' journeys, along with aspects of
the contrasting counter narrative. See Appendix B.9 for all main subplots and
themes identified, and Appendix B.10 for the subplots and themes identified
for each family. Findings are linked to the families they describe through

inclusion of the family number in superscript.
Past Phase: Being Ill / Before Help Obtained

When narrating this time, families described difficulties within the family,(l'z)

or described the FEP.t3%

Subplot: Not getting on.

A family narrative of how the family previously didn't get on emerged for two
families. This involved poor communication,™® blame,® and arguments®?
These narratives were presented in the context of how things were for the
family now, with a new understanding of other's perspectives during this

time.? Family 2 explained:

Alison: "There was a time where none of us got on with each other, it
was really tense. It isn't like that anymore is it? [Mark: No]...I think
Mark used to think that we were always on his back. Cus before I'd be
the prime person for shouting and bawling at the top of the stairs and
not getting the response | wanted, and then shouting and bawling
even more, which would make you angry wouldn't it? And then Mark'd
get all frustrated and we wouldn't get anywhere. Whereas now it's
very different.”

This describes how the family didn't get on before, but links this to the

present, with comments about how things are now different. The reflection on
unhelpful patterns of communication was made within the context of a family
who have completed BFT, with consideration of how others felt, and how this

led to 'not getting anywhere'.
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Subplot: lliness as a shock.

Rather than describing family dynamics during this phase, two families
focused on their experience of the FEP, and of subsequent episodes. While
family 3 presented only individual accounts of this period which focused on
symptoms, suggesting a lack of a shared narrative of this time, family 4
emphasised that there were no difficulties within the family before help was
obtained, describing a shared shock at the iliness: Helen: "Before Gemma
was ill, there was nothing wrong!", Gemma: "We never expected that it would
happen, both times." Family 4 went on to describe how Gemma raised
concerns with her mom, who misattributed her difficulties to teenage
problems, and only started to consider something was wrong when Gemma's
symptoms worsened. The family now understood this time in the context of

neither of them expecting Gemma to have mental health difficulties.

Past Phase: The Journey into Services

Subplot: Seeking and not receiving help.

During help-seeking some families were dismissed by doctors,® or made to
wait long periods for referrals.®® Family 3 described a turning point when they
began receiving support: Tony: "We went from 'we don't care about you, go
away for 6 weeks', to 'we can do everything for you.™ In contrast, family 4

found they were able to see the 'right people' easily.

Subplot: Hospitalisation.

Families described hospitalisation as a result of acute symptoms.™®2% This
period was described as scary and horrendous,® traumatic,® and as ruining
their lives.”” All families described the individual as poorly and ill, indicating
the influence of a medical narrative on their present family narratives. Often
the story of the illness and hospitalisation was shared by parents. Family 2
explained that it was difficult for Mark to talk about this time, and family 1
discussed how Gayle couldn't remember this well: Susan: "We got to the
hospital with the police escort...", Gayle: "I don't remember"”, Susan: "No, you

wouldn't remember any of that Gayle because you were not with us really."
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Broad Aspect: Diagnosis

The individuals within two families had received diagnoses of
schizophrenia® and bipolar disorder.” However, their experiences of having
a diagnosis and the degree of shared family narratives around this differed.

Subplots: Suspicions of bipolar / "What if" narrative.

Family 4 described how they were both concerned that Gemma had bipolar
disorder, but that this was not diagnosed until a second episode. This caused
them both to wonder what might have happened had she been diagnosed
sooner: Helen: "It still makes me think, ‘'what if?* If she was on the wrong
medication, and if she'd have had a different medication, would it have

prevented that happening?"

Subplot: Impact of diagnosis.

Family 4 described how having a diagnosis was beneficial for them: Gemma:
"It's nice to know that it is bipolar, it is something. And also it's nice to have
the diagnosis to be put on the right tablets, which is good". In contrast, family
3 described difficulties with Dave's diagnosis, feeling that any difficulties he

had were attributed to this, without the problem being resolved.

Contrasting subplot: Disagreement over medication & diaghosis.

In family 3, the family explained that Dave didn't like taking his medication,
whereas other families agreed on the benefits of medication. Disagreements
between Dave and his doctors, and Dave and his family about his
medication, were reflected in dissenting personal narratives: Tony: "He
doesn't always agree with everything. He's the one taking the tablets, he
doesn't always see what position he's in himself and he can't always see the
point in it...And we know it's a disaster to stop taking them." The wider
medical narrative reflected here casts Dave's stance as wrong, and
potentially disastrous. At other times, family 3 challenged the narrative of

schizophrenia and the impact of this label on Dave's treatment. This
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challenge is not a collective one however; while Dave questioned his
diagnosis of a mental iliness in general, feeling he had physical problems, his
father believed Dave had Chronic Fatigue Syndrome.

Past Phase: Doing BFT

Subplot: Aspects of the BFT.
Families described helpful aspects of the BFT. Some families"? found the
initial psychoeducation very helpful, as family 1 explained:

Susan: "The first most important thing was describing what psychosis
was, for all of us. None of us had got any idea what it was, or why it
had happened, and for us to talk about that and hear about it as a
family for me was really important, that was a good start [Clare: yea]
for us to move on."

In contrast, family 4 described this initial stage as upsetting, while also
recognising the benefits: Helen: "We both said after that, that was quite
depressing wasn't it [Gemma: yea] cus it was upsetting. You think you've
moved on and you have to go back and talk about it again, it was,
depressing."”

Families gave examples of specific exercises they had found helpful.
These included psychoeducation,™? communication skills," making a
positive request,”) drawing a timeline,® identifying triggers and early warning
signs,®¥ setting up a family meeting,® and practising eye contact.®® Family 4
described how they did not spend too much time on some exercises, as they
already did some things naturally: Helen: "Emma said on communication,
problem solving, that we hadn't really got a problem with that, because she
said we do it naturally.” Family 4's narrative that nothing was wrong for them
as a family before the FEP is here supported by the treatment narrative, as
shared by their clinician. While still working on these areas, this was tailored
to suit family 4's needs, in line with the BFT approach. The benefits of such
tailoring are reflected in comments by family 1 that the parts of BFT they
found less helpful were about things they did already.

Other aspects of the BFT which families described as helpful were

having an equal focus on all family members,® having sheets and
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handouts,®** having privacy,® and having a mediator which encouraged
honesty and gave a different perspective.® Some families acknowledged the
difficulty of aspects of the BFT, describing it as hard and awkward, while
recognising the benefits of this.**

The exercises and process of BFT enabled a greater understanding of
the FEP for some families,™? as highlighted in family 2's experience of doing

a timeline:

Alison: "Mark was very open about when the symptoms started and
how he was feeling at the time and what he was experiencing, cus up
until then, 1 hadn't got any idea that it had happened that much further
back, cus it went on for a long time before we even noticed, so that
was a really big turning point and for me, it was when | started, not
accepting, but having an understanding of why Mark was behaving
the way he was and why he did some of the things he did."

These also encouraged a sharing of responsibility for the FEP and for
recovery: %9

Susan: "It wasn't just Gayle, that was the thing that was important, we
all had to look at the things that we were saying, about Gayle...not
only things are not right, but they're not right with any of us in a way."
(Family 1)

Subplot: Involving others / Impact on others.

Some families described logistical difficulties with arranging for some family
members to attend BFT.*? Despite this, family members who didn't attend
BFT also benefitted from the family's learning.*? Family 2 describe how this

happened for them with Mark's sister, Lisa:

Alison: "Because of the sessions and the fact that the three of us have
been able to talk more openly, Lisa has been there, like at teatime,
when we've been talking more openly, so it's benefited Lisa, because
she's now got a much better understanding of what Mark went through
and what he experienced, and what let up to him being so poorly, and
| think that's been really good for Lisa to see."

Contrasting subplot: More helpful for parents.
While agreeing on a few helpful aspects of the BFT, an important individual
narrative in family 3 was Dave's disappointment with the BFT, feeling his

parents got more out of it than him, and reporting confusion over the dual
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role of his nurse. This individual narrative formed part of a family narrative of
Dave's parents needing support, due to Dave being unwell and needing

management.
Broad Aspect: Involvement with the El Team

Subplot: Benefit of EI team.
Some families described benefits of being involved with the El team. These
included access to social activities™** and being helped to access work:®*

Gemma: "I've met my closest friends at the minute through that, so
that was nice...| pretty much got my job through EI as well didn't I?
[Helen: yea] I'm about to start an apprenticeship, so | got that through
them." (Family 4).

Good relationships with clinicians were also described as important, -3%

with clinicians increasing motivation for engagement,® going over and above
what families expected,™ providing someone to talk to,"*** and providing

continuity of care, as family 3 explained:

Tony: "The worst thing, in our position is having to re-explain yourself,
even Dave says this. You get fed up of saying the same things. But if
you know somebody knows you, you just say 'he's been better than
last time', and that's good enough."

Present Phase: How Things are Now

Subplots: New understandings & Better communication.

Families described relating back to what they had learned during BFT. 34
Two families™? described a better understanding of one another, and better
communication. Family 2 explained that for them, this came from the BFT:
Alison: "If Mark does something that | don't particularly like and vice versa,
we can now tell each other without flying off the handle, whereas there was a
lot of that before. That's come from the family therapy..." Through sharing the
changes they had noticed, and realising different family members noticed
different changes, family 1 reflected on this: Clare: "I think a lot of the

behavioural therapy has now become a way of life [Gayle: yea] [Susan: mm].
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I'm not noticing it the same." Family 4 felt these aspects were never a
problem for them, but described the understanding which diagnosis provided
for them.

Some families reported that relationships within the family improved

following BFT, with individuals becoming more a part of the family:®?

Alison: "We now get the sense that Mark wants to be part of the family
again."

Mark: "I'm not so much on the outside anymore, I'm more on the inner
circle again, instead of sitting on the sidelines watching. Getting
involved in conversations, and making jokes, and asking for things
properly and, not losing my temper so much." (Family 2)

Subplot: Noticing improvements.

Family 4, who had not described difficult family relationships previous to the
FEP, instead reported the signs that Gemma was improving, such as her
going out more, and being able to notice and explain her feelings within the
context of her diagnosis. The family also felt more confident in identifying and
responding to warning signs. Similarly, family 1 described Gayle's increased
independence and progression in work as signs that she was recovering,
and family 3 described Mark's taking a walk occasionally as a step towards

his recovery.

Contrasting subplots: Not getting better.

In contrast to other families' present situations and steps towards recovery,
family 3 described a narrative of Dave not getting better, with him being
stuck, lacking independence, and feeling frustrated: Tony: "It's ruining his life
cus he hasn't got a life, have you?", Dave: "Not at times, no.", Tony: "He
hasn't got a life outside his bedroom. This is as far as he gets on his own.
He's stuck." This lack of improvement was accompanied by a lack of
collective understanding within the family, which contrasts with other families'

improvement in this area. This was something Dave had hoped for:

Dave: "l thought it would help my parents understand more about
what's wrong with me than it has, but they find it difficult to
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understand. That's why | did it. But I still end up having to explain
myself a lot."

This personal narrative shared by Dave reflects his family's more disjointed
family narrative, which often wasn't created collectively, instead containing

discordant individual narratives.

Future Phase

Subplot: Legacy & role of El team.

Two families*? were relatively early into their three years of support from
their El team, having over a year left. For these families, the EI teams were
given a place in the families' future, whether this was through their legacy,™®

or continued support;®

Clare: "They've probably given us a toolkit of things that we can use,
and ways of recognising if things are perhaps going a little bit wrong.
We won't be left to drift at the end of two years, we'll be fully equipped
to hopefully prevent something else from happening.” (Family 1)

Two other families,®* who had less than a year of El support left,
considered this loss of support. Family 3 described a fear of Dave going
backwards, and were seeking further help once they finished with the El
team: Tony: "He'll end up going back in his box and start living in a world of
your own and then you'll end up in a hospital bed again.”, Kirsty: "We're in a
hurry now, cus it's ending, the early intervention.” Despite family 3 being
further along in their three years of El, they described less progress and
hope for the future than the other families. Contrastingly, while family 4
shared a worry of having less support if Gemma became ill in the future, this
was balanced with the need to move on, and a reflection of the loss in

general:

Gemma: "It is a worry isn't it that if something happens, they're not just
on the end of the phone [Helen: yea, definitely], you can't just ring
somebody. But in a way it's good, cus it's, moving on again. Got to do
it some time."

Gemma also described her apprenticeship as step on from the El team, and

a legacy of the team's support.
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Subplot: Role of milestones in recovery.

Some of those who had experienced FEP were optimistic,*® but found it
difficult to say how they saw their future. Families often spoke about the
future in terms of milestones, such as securing or progressing in work, %4
learning to drive, and entering relationships.® These achievements were
described as indicating further recovery, and perhaps because they were
seen this way, rather than as factors to aid recovery, the importance of such
steps happening at the individual's pace with no pressure was shared:

Alison: " | think me and his dad are quite respectful, and understand
that that needs to happen at Mark's pace. Mark will do things when
Mark's ready, and we know that if he says he doesn't want to do
something, then it's genuinely because he doesn't feel that he can
rather than he's just, 'l don't wanna do it'." (Family 2)

This reflects a dominant cultural narrative of the importance of achievements
such as work, and of these being significant for recovery. Mark's mother
recognises the power of parents to pressurise their children, and highlights
the importance of developments happening at Mark's pace. This attempt to
empower Mark is underlined by a trust that he will decide what he is and isn't
ready for, and can be contrasted with the narratives of blame and
misunderstanding at the beginning of many families’ journeys. Such a
contrast demonstrates how new present understandings can have a positive

impact on the future.
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Discussion

The process and outcomes of BFT described by most families were similar to
those described in other qualitative studies (Allen et al., 2013; Campbell,
2004; Nilsen et al., 2014; Stanbridge et al., 2003). Outcomes included
improved communication, increased understanding of the FEP and of each
other, greater independence, and hope for the future. However, these
outcomes are explored in the wider context of families' journeys through
FEP, enabling consideration of the relationship between past, present, and
future experiences, and how BFT affects these. Findings also enable
consideration of how the process of families' journeys towards recovery via
BFT can be revealed in narratives. Exploration of shared family narratives in

this way thus builds on previous research in this area.

Variation in the Narratives

Family 3 described a different journey to other families. The son of this family
had received a diagnosis of schizophrenia several years after his FEP;
however they had only recently completed BFT and were approaching the
end of their three-year involvement with their El service. They did not share a
narrative of recovery, unlike the other families. Within the context of their
delayed receipt of El services, this supports evidence that delayed
intervention reduces recovery prospects (The Schizophrenia Commission,
2012). Despite some similarities between family 3 and family 4, in the fact of
there being a diagnosis, and the imminent ending of El services, family 4's

narrative is more closely aligned with those of families 1 and 2.

Narratives as Evidence

This study aimed to consider the extent to which narratives could be used as
evidence of effective BFT. Narratives were not collected prior to the BFT, to
enable comparison; however some families' reporting of increased

understanding and improved communication was supported by the presence
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of collaboratively created, shared family narratives within the interview.
Shared understanding emerges from a sharing of perspectives (Fivush,
2008), which the BFT may have facilitated.

Most families described positive outcomes of the BFT, with hope for
the future. The content of such narratives therefore provides qualitative
evidence of the effectiveness of BFT for these families. In addition to this
content as evidence, evidence of collaborative shared narratives being
created by these families implies a shared and collective family
understanding of the past, present, and future, which could be attributed to
the BFT in the context of families' positive feedback.

In contrast to the other families' high levels of shared narrative, family
3's narrative was comprised largely of disconnected individual narratives,
which did not include others' perspectives, and were often conflicting. Where
family narratives existed, these were less collaborative, and were dominated
by a parental narrative. This family did not report improved outcomes - while
describing some useful aspects of the BFT, there was disagreement about
this within the family, and they retained an illness narrative, rather than
approaching recovery. Despite the small sample size, the contrast between
the effectiveness as reported by most families and family 3, combined with
the difference in the extent to which the narratives were collaboratively
created, suggests that shared family understandings are either indicative of,
or instructive in achieving, successful outcomes in BFT.

Family 4 claimed there was nothing wrong within the family before the
FEP they experienced, and their clinician had judged that they did not
struggle with communication and problem solving as a family, with exercises
on improving communication and problem solving only minimally delivered.
Family 4 had a strong shared family narrative of their experience; it appears
that they had shared meanings and good communication prior to the BFT,
unlike the other families. This suggests that shared family narratives are an
asset to recovery following FEP, as these facilitate shared understandings
and goals for recovery, which can be supported by EI teams. Most families
described the support to access work opportunities and social activities as
being very helpful for recovery, and this may have been a bigger factor in

family 4's recovery, as there was less need for support in some of the areas
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which BFT addresses. The effectiveness of BFT may therefore be observed
in the extent to which it enables the evolution of shared understandings and
goals through shared family narratives.

Parental Power and its Influence on Family Narratives

Rappaport (1995) describes the reciprocal influence each level of narrative
has on each other; this model can be used to understand how narratives
changed during BFT. Community level narratives are dominant over
individual narratives; therefore family narratives will affect the individual
narratives of those within the family. What community narratives exist
depends on the power of the individuals within that community. Those who
have more culturally defined power have more influence over the community
narrative. The dominant cultural narrative casts parents as more powerful
than their children, therefore parental narratives can dominate family
narratives, in turn influencing their children's individual narratives and sense
of identity. Where parental narratives are critical of or hostile towards a child
experiencing FEP, these are likely to maintain their isolation, defensiveness,
and symptoms. This can be understood within the theory of expressed
emotion (Brown et al., 1972; Vaughn & Leff, 1976).

The mediating effect of the BFT clinician as an outside and neutral
observer can empower children to share their subordinate individual
narratives, which can then impact shared family narratives. Allen et al. (2013)
similarly found that containment provided by the therapist creates a safe
space for families to share their perspectives. BFT facilitates the exploration
of each family member's personal narratives about the family's difficulties,
and also introduces new narratives, such as medical narratives of illness,
and cultural narratives regarding family roles. This shared exploration
enables new, collaborative family narratives to develop, which are created
through shared understanding and increased respect for others' positions,
empowering the contribution of all family members to the shared narrative.
Allen et al. (2013) also found that new family patterns of communication and

empowerment enabled new shared meanings to develop. Increasing the
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coherence of family narratives increases families' resilience (Walsh, 1996),
thus preventing future relapse.

Changed family narratives impacted parents' personal narratives also.
In their position of power, parents assigned responsibility to their children for
their difficulties before help was obtained. This led to blame, arguments, and
communication problems preventing family members understanding one
another, and prevented help being sought sooner. However, some parents
stated that BFT helped them accept shared of responsibility for the family's
difficulties. This is also evident in how they narrated the time before help was
obtained; in the context of having completed BFT, these parents noticed their
role in maintaining unhelpful patterns of frustration and arguments. At the
time of interview, parents recognised the value of them being involved in the
BFT, and their role in their child's recovery.

Parental power was also reflected in the interview context, where
parents spoke more than their children, likely feeling more empowered within
the novel interview environment. However, rather than expressing personal
narratives of their own experiences, with the exception of family 3, parents
acted as 'spokespersons' for their family, revealing the family's shared
narratives. Parents incorporated the perspectives of others into their
responses, spoke tentatively and invited contributions from others. These
actions suggest they were vocalising the family's shared ideas and
understandings, and respected these as such by inviting contribution and
challenge. This suggests that collaborative shared family narratives make
parents good advocates for their children. Such advocacy is especially
important when people are struggling to engage with services (Cadario et al.,
2012).

Increased collective family narratives about the difficulties caused by
FEP may therefore be a result of effective BFT. New family narratives will
impact on individual narratives, and parental power means that changed
parental narratives may be an important factor in encouraging and
maintaining recovery. The importance of changing parental narratives
echoes the assumptions that ultimately led to the development of BFT; those

of parental responses being integral to maintaining recovery (Brown et al.,
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1972; Vaughn & Leff, 1976). This idea itself is now a dominant narrative in

interventions for psychosis and schizophrenia.

The Creation of Family Narratives

The children generally spoke less than their parents during the interviews.
This indicates the importance of a shared family narrative, as without this,
the child's narrative may be dominated by that of their parents. Shared family
narratives may be particularly important for individuals to understand times
where their own narrative is unclear, due to gaps in memory or a traumatic
experience. When narrating traumatic experiences, individual narratives are
often muddled (Seaton, 2008), therefore such accounts may be enriched by
a more collective narrative. This occurred for some families, with the parents
in families 1 and 2 narrating the time of hospitalisation, while their child
struggled to remember or talk about this. The children in these families
accepted their parents' versions of this time, implying a trust in their
contribution to the overall family narrative. In contrast, family 3 were unable
to agree whether or not Dave has gone to hospital during one of his
episodes, and this part of the story was not resolved during the interview.
This demonstrates how a discordant family narrative may contribute to
families feeling 'stuck’ in their understanding of, and recovery from an illness.
Parents' narration of parts of the journey which were inaccessible to
their children, and their power to narrate parts their children struggled to,
enabled a richer narrative to emerge. This is a strength of collecting shared
narratives. For example, parents often noticed positive change that their
children did not, or had hopes for the future which their children were not

confident in vocalising.
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Conclusions

Collaborative family narratives were present for families who also reported
improvements following BFT, while the family who reported less progress
had less shared family narratives, and more conflicting individual narratives.
Shared family narratives emerge from an understanding and incorporation of
others' perspectives, and agreement and co-construction of meaning. BFT
aims to improve communication and understanding through psychoeducation
and skills training, amongst other aims, therefore the presence of shared
family narratives may indicate success in achieving these aims.

Considerations regarding reflexivity and limitations are presented in paper 3.

Clinical Implications

This research has provided an insight into families' journeys through FEP
and BFT. These illuminate helpful and unhelpful elements of BFT and of El
services, which can aid clinicians in improving their delivery of BFT, and
inform the delivery of El services. The value placed on increased
understanding and improved communication, and the reflection of this in the
shared family narratives, suggests that increasing collaboration in families
may aid recovery and relapse prevention, and provides support for the BFT
model. This is further emphasised by evidence of discordant family
narratives within the family reporting less progress.

If a child is disempowered through dominant parental narratives,
improvement appears unlikely. A short term measure of the effectiveness of
BFT could assess changes in family communication and shared
understandings; the Revised Family Communication Patterns Scale (Ritchie
& Fitzpatrick, 1990) may be suitable for such purposes. If shared
understandings are not present, further work on family communication may
be indicated.

The narratives obtained could inform an educational resource for
families, such as those entering El services or considering BFT. This may

help families to prepare for their own journey through FEP and BFT, through
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relating to other families' stories. It may also help families to consider how
BFT may be useful for them. The narratives could also inform a training
resource for BFT clinicians, through helping them to consider how shared
understanding may develop over the course of BFT, and through
encouragement to return to the aims of increasing shared family

understandings and communication if families appear 'stuck'.

Research Implications

This research adopted a novel approach to exploring families' experiences of
FEP and BFT, through exploring collective narratives within families. This
approach to narrative research is only just developing (C. Squire, personal
communication, February 2, 2015), therefore the method employed may
provide guidance and inspiration for other narrative researchers.

This study explored families' journeys through FEP and BFT, within
the context of families who were undertaking or had completed BFT. Some
families described poorer understanding of one another and poorer
communication before help was obtained, and improvements in these areas
are reflected in the presence of their shared family narratives. Furthermore,
paper one's literature review findings suggest that family narratives may be
less harmonious during help-seeking, and family 3's narrative suggests
discordant family narratives may reflect continuing difficulties. Collecting the
narratives of families prior to BFT would enable exploration of the extent to
which family narratives are shared at this stage, and could indicate the

usefulness of a qualitative outcome measure of shared family narratives.
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Appendix B.1: Outline of BFT Programme

INTRODUCTION
QOverview

This workbook describes the principles and technigues of a psycho educational
approach to family work known as Behavioural Family Therapy (BFT). This was
developed by Professor lan Falloon, and has been well documented. It is the type
of approach recommended in the NICE Guidelines for the Management of
Psychosis which should be offered to 100% of families.

This behavioural model of family work aims to enhance the efficiency of problem
solving in a family unit or household. It is assumed that at any point in time, each
family member is doing his or her very best to reduce the unpleasant stresses and
maximise their positive feelings of well-being. Distress occurs when factors limit the
effectiveness of this coping process so that stresses remain unresolved and/or
positive feelings cannot be generated. The family, or it's equivalent care group of
close confiding friends are the greatest natural resource in assisting an individual in
coping with life stresses and in generating mutual positive feelings. However, in
order to harness this resource, it is essential that clear communication of both
pleasant and difficult feelings occurs between all family members, and that a clearly
structured approach to resolving problems and planning and achieving goal is
employed. The model of family work, outlined in this workbook assists families to
seek more efficient problem solving and goal achievement by strengthening their
assets and giving them the opportunity to gain new skills.

The model attempts to provide families with relevant information, strategies and
skills which aim to enhance their ability to cope with their everyday stresses. Itis
argued that the most effective way to change mutual feelings and attitudes is
through generating mutually pleasing behaviour and resolving mutual problems.

This approach has been employed widely and successfully within the fields of
marital distress and parenting difficulties with children and adolescents. Within the
area of mental health, studies also suggest that it is effective when working with
families who have experience of psychosis, depression, anxiety, agoraphobia,
Alzheimer’s disease, learning difficulties and alcoholism. The evidence base in
relation to schizophrenia and other psychoses in particular is very strong.
Numerous reviews of the value of psycho educational family approaches in general
are available (see reference list, pages 113 — 115).

Stress, Coping and Problem Solving

Many of these conditions are associated with persistent family stress. Indeed, any
major disorder that has a tendency toward recurring episodes or persistent disability
will severely tax the coping resources of the majority of families. This, any approach
that can reliably enhance the problem solving efficiency of the family is likely to
reduce stress and improve quality of life. Some disorders, such as schizophrenia or
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depression appear extremely sensitive to environmental stress. Effective stress
management may be an essential component in the recovery process, as well as in
reducing the vulnerability to future episodes, while assisting in the service user's
psychosocial rehabilitation. Research evidence suggests that the benefits of
Behavioural Family Therapy in the management of mental health difficulties are
associated with the lasting increases in family problem solving efficiency.

Provision of Information

One component of this model is the provision of education/information about the
service users condition and experiences. The clear explanation of the physiological
and social aspects of anxiety, the disturbed thought and behavioural patterns of
depression, or the manner in which giving in to rituals increases the likelihood of
recurrent obsessional thoughts has become a key aspect of management of those
conditions. Similarly, research indicates that the educational component may play a
vital part in the clinical efficacy of family work in relation to schizophrenia.

Behavioural Assessment of Family Systems

Finally, it is important to realise that Behavioural Family Therapy is a highly flexible
approach. The initial assessment of the family unit seeks to pinpoint the strengths
and challenges faced by each family member, their individual and collective goals
and issues they face. Whenever possible, the therapist attempts to build in the
strengths of the family to overcome any important deficits. The progress of working
together is closely monitored on a session-by-session basis with periodic major
reviews. This assessment process continues throughout the contact with the family.
The direction of therapy is readily changed in agreement with family members. The
essence of the approach is that it is collaborative throughout.

Summary

In summary, Behavioural Family Therapy is a powerful method to harness the
resources of a family unit for the mutual benefit of its individual members. Its major
focus is upon enhancing the efficiency of family problem-solving functions, including
those communication skills that are vital prerequisites to effective problem solving
discussion. Other components of the approach include the sharing of information,
as well as a range of specific behavioural strategies that can be applied to address
specific problem issues. The cornerstone of the approach is careful and continuous
assessment and flexibility to meet the family’s changing needs.
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OVERVIEW OF THE PROCESS OF FAMILY WORK

Those new to this approach often enquire about the order in which the various
components are introduced to the family. Because this is a behavioural approach, it
is not possible to be rigid about the sequence in which the different skills are
introduced to families. Behavioural approaches by nature are responsive to the
particular needs of the individual or family and characterised by a thorough
assessment which determines the content of the intervention. There are some
general principles: assessment usually takes place before intervention begins;
information about the relevant disorder is provided early on in meetings with the
family; simple skills are introduced before complex skills; skills with a positive focus
are taught before those where the focus is more difficult.

The general pattern of Behavioural Family Therapy is as follows:

Meeting with the family to discuss the benefits of the approach.
Agreeing with the family that they are willing to try the approach.
Assessment of individual family members.

Assessment of family communications and problem-solving.

A A

Formulation by the family worker of family resources, problems and goals. This
is done in collaboration with the family.
6. Meeting with a family to discuss/plan how to proceed, and establishment of
family meetings without the family worker.
Sharing of information about the disorder and its impact.
8. Communication skills training.

- Active listening

- Expressing positive requests

- Making positive requests

- Expressing unpleasant feelings

9. Problem solving.
10. Booster sessions.

11. Disengagement from the family if appropriate.

It is important to remember these are general guidelines, and there are times when
the sequence will be different because of the needs of the particular family. For
example, the family may be in the middle of a crisis when the first contact with them
is made, and the family worker may have to introduce Problem Solving before the
different assessments can take place. Another situation is where the family
members are already proficient in a particular skill eg making requests of each
other. In this case, the family worker would not need to spend time on the ‘Making
Positive Requests’ module.

The main points for the family worker to remember are that the approach is
structures though not rigid in nature, is flexible, and most of all is responsive to the
needs of the family and the individual family members.
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Appendix B.2: Invitation Letter and Opt-in Form

Staffordshire & Keele Universities

Doctorate in Clinical Psychology
DClinPsy

Faculty of Health Sciences, Staffordshire University,
Leek Road, Stoke-on-Trent ST4 2DF

E DClinPsy@staffs.ac.uk

T +44 (0)1782 - 294007 Keele University
W http://www.staffs.ac.uk

Dear reader,

My name is Rachael Edge and | am a Trainee Clinical Psychologist. | am doing a research
study into the experiences of families, or other groups of people, when one person
experiences a first episode of psychosis and the family or group has Behavioural Family
Therapy (BFT) following this.

| have asked your clinician to help me find people who might be willing to participate in this
research, and this is why they have given you this letter. There is no obligation for you to
participate and if you chose not to, the support you receive from the Early Intervention
Service will not change in any way. If you think you might be interested then please read
on.

What is the research about?
The aim of my research is to explore how those who have taken part in BFT have developed
a shared understanding of what has happened, and how this might have helped them.

What will happen?

If you take part, you and those who attended BFT with you, will be interviewed by me,
altogether. It will be a one-off interview, somewhere convenient for you, lasting for
approximately an hour. | will ask you all about your shared experience of one of you
experiencing psychosis and all of you attending BFT. In the interview, questions will be
asked to the whole family (or whoever did BFT with you), and it will be up to you as a group
to answer how you want to. This means that sometimes you might all say something, and
other times some people in the group may not say anything. Both of these are OK.

I will record the interview on an audio recorder, then after the interview | will take this
away and write out everything that was said in the interview, word for word. | will then
read through this, looking for the shared understandings you have as a group about your
experiences. | will compare what | find to findings from other families' interviews, looking
for any similarities or differences.

Is it confidential?

All efforts will be made to keep you participation confidential - it is up to you if you tell
anyone you are taking part. When your audio recorded interview is written down, your
name will be changed. In the research report, quotations of things you have said may be
used, but your name will be changed there too.
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What are the risks or benefits to me?

You might find it difficult to talk about your experiences, or to hear others talking about
theirs. You can stop the interview and withdraw from the study if you are finding this
difficult, but if you think this will be too hard for you, you may not want to take part at all.
This is OK.

You will not feel any specific benefits for taking part in this research, however the findings
may help with the development of services and support for families and groups in the
future.

What now?
If you do not want to take part in this research, that is OK. Please tell your clinician.

If you think you might be interested in taking part, and would like to know more about the
research, please complete the opt-in slip at the bottom of this letter. Even if some of those
who completed BFT with you definitely don't want to take part, we can still do the
interview if at least two of you are present.

Give the opt-in slip to your clinician, who will then give you a 'participant information
sheet', which contains more detailed information about the research and which should
answer any questions you may have. Your clinician can go through this information sheet
with you if you want this. The opt in slip will be given to me, and | will contact you on the
number you have provided, to answer any questions, and to arrange an interview date if
you would like to take part. If you would rather nominate one member of your family for
me to contact, you can do this on the opt-in slip, but if you think later that you would like
to speak with me separately, this can still be arranged. Remember you can change your
mind at any time, and completing the opt-in slip does not make you obliged to take part.

Thank you for taking the time to read this letter.
Yours Faithfully,

Rachael Edge
Trainee Clinical Psychologist
Staffordshire and Keele Universities.

Opt-in slip
I would like to know more about this research study, and would like the researcher to contact me.

Name Contact Number

I would like to nominate a member of my family / other person who completed BFT with me, for the researcher to
contact on my behalf. (Please circle): YES NO

If yes, please put their name here:

If nominating someone else to be contacted, this person must have completed the BFT with you and must also be intere:
in the research. They must also complete an opt-in slip, with a contact number provided.
Tick here if you have been nominated as the contact for your family/group

To be completed by your clinician
Date slip collected Clinician name
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Appendix B.3: Participant Information Sheet

PARTICIPATION INFORMATION SHEET

Title of Project: Family Narratives of First Episode Psychosis and Behavioural Family
Therapy

Name of Researcher: Rachael Edge

INTRODUCTION

We would like to invite you to take part in our research study. You have been given
this information sheet because you have chosen to 'opt in' to find out more about
this study. Before you decide whether to take part we would like you to understand
why the study is being done and what it would involve for you. Please read through
this information sheet to find out this information. We'd suggest this should take
about 15 minutes. Talk to others about the study if you wish. The information sheet
is broken down into two parts:

Part 1 tells you the purpose of this study and what will happen to you if you take
part.

Part 2 gives you more detailed information about the conduct of the study.

You will be contacted by the researcher on the number you have given on the 'opt
in' slip, who can answer any questions you have about the study, and arrange an
interview date with you if you wish to take part. If you have nominated a family
member for the researcher to contact, please pass on questions you have on to
them. You can still speak to the researcher even if you have nominated a family
member as your main contact. Details of how to contact the researcher are
contained in this information sheet.

You can keep this information sheet. There is space at the end of this sheet for you
to note down any questions or concerns you would like to discuss with the
researcher.
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PART 1

Here we will tell you the purpose of this study and what will happen to you if you
take part.

WHAT IS THE PURPOSE OF THE STUDY?

e This research study aims to find out more about the journey made by families,
when one family member experiences a first episode of psychosis and the family
has Behavioural Family Therapy (BFT) following this.

* The research will look at families' understanding of what has happened, after they
have had BFT. This understanding will be explored through the 'narratives' created
by families; the stories they share and tell about their experience.

¢ By 'family', we mean anyone who has taken part in BFT, even if this includes
friends, carers, or people who live together but are not family. Whenever we use
the word 'family' here, this will include any group of people who have completed
BFT together.

WHY HAVE | BEEN INVITED?

* You, and some of your family members, or other people who are close to you,
have decided to have Behavioural Family Therapy. This means that if you choose to,
you can take part in this study.

e We are asking between 5 and 8 families to take part in this study.

DO | HAVE TO TAKE PART?

e |t is up to you to decide to join the study. This information sheet describes the
study. If you and your family members agree to take part, the researcher will
arrange an interview date.

e You are free to withdraw from the study, without giving a reason, at any time,
until the study has been published.

e If your family members wish to take part in the study, but you don't, they can
participate without you.

¢ Not taking part or withdrawing from the study will not affect the standard of care
or any treatment you receive.
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WHAT WILL HAPPEN TO ME IF | TAKE PART?

e If you agree to take part, you will take part in an interview, along with some or all
of your family who attended Behavioural Family Therapy with you.

The Interview...

* will last approximately one hour, but may go up to one and a half hours.

¢ will take place at a location familiar to you, such as your local Early Intervention
service, or with your permission, at home.

» will be audio recorded on a digital audio recorder.

* The researcher will ask questions about everyone's shared experience of one of
you experiencing psychosis, and also about everyone's shared experience of taking
part in Behavioural Family Therapy.

e Details of what will happen to the audio recordings are included in Part 2.

WHAT WILL | HAVE TO DO?

* The researcher will arrange an interview date and time which is suitable for you
all.

* You will either be asked to attend a setting familiar to you, such as your Early
Intervention service, or to allow the researcher to visit you at home, to take partin
the interview.

¢ Before the interview you will be asked to complete a consent form. This is to say
that you have understood what you have read in this information sheet and that
you agree to take part in the study. If you are under 16, a parent or carer will also
sign your consent form.

e Before the interview you will be asked for some basic information, including your
role in the family (e.g. mother, father, sibling, friend), your gender, ethnicity and
whether you have any disabilities. You will also be asked whether you are the main
service user who experienced psychosis, and approximately when you completed
Behavioural Family Therapy.

* The researcher will then ask you all some questions altogether in an informal
interview, where everyone can contribute to answering.

* The interview will be audio recorded.

® Once enough families have taken part in the study, the researcher will not
interview any more. You and your family will be given time to decide whether you
wish to take part, but if in the mean time all of the interviews have been
completed, your clinician or the researcher will inform you of this.
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WHAT ARE THE POSSIBLE DISADVANTAGES AND RISKS OF TAKING PART?

e By taking part in the interview, you will be asked to talk about your shared
experience of one of you experiencing psychosis and you all attending Behavioural
Family Therapy after this. You will also be asked about what you think the future
may be like for you as a family.

e Talking about your experiences, or hearing others talk about theirs, may be
difficult and there is a risk that this might affect the way you feel. If you feel that
this will be too difficult for you, you may not want to take part in this study. If you
begin to take part but find that it is too difficult for you, the interview can be
stopped at any time and you can either take a break from the interview or
withdraw from the study altogether.

e If you are under 16, or if you are a parent or carer of someone under 16 who
might like to take part, you should consider whether participation may be too
difficult for the person under 16, based on the risks explained above.

* There are no other known risks of participating in this study.

*We will make sure that your participation in the study is confidential and
anonymous. You can find out more about this in Part 2 of this information sheet.

WHAT IF THERE IS A PROBLEM?

Any complaint you have about the study, during or after your participation, will be
addressed. Detailed information on this is given in Part 2 of this information sheet.

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Yes. We will follow ethical and legal practice and all information about you will be
handled in confidence. You can find out more about this in Part 2 of this
information sheet.

This is the end of Part 1

If the information in Part 1 has interested you and you are considering
participation, please read the additional information in Part 2 before making any
decision.
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PART 2

Here we will give you more detailed information about the conduct of the research.
WHAT WILL HAPPEN WITH THE AUDIO RECORDINGS?

® The audio recordings of your interview will be written down word for word by the
researcher.

e The audio recordings and written versions of these will then be used by the
researcher to identify and describe your family's journey, as described by you all in
the interview.

* The audio recordings and written versions will be stored securely, and names will
be changed in the written versions, to maintain anonymity.

* The audio recordings will be destroyed once the study has finished, which we
anticipate will be September 2015.

WHAT WILL HAPPEN IF | DON'T WANT TO CARRY ON WITH THE STUDY?

* Even if you agree to take part in this study, you can change your mind at any time
before the interview takes place, during the interview, or up until the research is
published. This is called your right to withdraw.

e If all parents or carers of someone under 16 decide to withdraw themselves from
the interview, the person under 16 will also be automatically withdrawn from the
interview. This is because it is important for a parent/carer to be present to ensure
that the young person does not become distressed during the interview, and if they
have concerns about this, to suggest their withdrawal.

e If you decide that you do not want to take part in the study, the support and
treatment you and your family receive from the Early Intervention service will not
change.

e Even if you arrange an interview with the researcher, it is OK to change your
mind.

e If you decide that you no longer want to take part in the study after the interview,
your contribution to the interview will be excluded during analysis of the interview,
and you will not be included in the research report.

WHAT IF THERE IS A PROBLEM?
If you have a concern about any aspect of this research, you can:

e talk to the researcher, if you have a concern during the interview.

e talk to your clinician, who may be able to take action to address this.

e ask to speak to the researcher who will do their best to answer your questions.
Your clinician can arrange for the researcher to contact you.
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e If you remain unhappy and wish to complain formally, you can do this by
contacting the Patient Relations Team, on Q1%** ***x*** qp ***@**** nhs. uk.

While you take part in this study, you will remain in the care of the Early
Intervention Team. Please continue to access this service for support as and when
you need to, including if you feel you need some support following the interview.

Other organisations which provide support to people who have experienced
psychosis, and their family and friends, include:

e MIND: 0300 123 3393; www.mind.org.uk
¢ Rethink: 0300 5000 927; www.rethink.org

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Every effort will be made to make sure that your participation in this study is
confidential and anonymous.

¢ All data collected will be stored securely and anonymity will be maintained.

e Quotations of things you or others have said during the interview may be included
in the research report, but names will be changed.

* No-one else will be told about your participation in this study.

e It is up to you and your family if you decide to tell anyone else that you and your
family are participating in this study.

If, during the interview, you or another person who is taking part, disclose
information which indicates that a young or vulnerable person is at risk, or that a
crime will be committed, the researcher will need to pass this information on by
law. They would need to pass this information on to your clinician, or to ******
Safeguarding Board or the police.

WHAT WILL HAPPEN TO THE RESULTS OF THE RESEARCH STUDY?

* The researcher will write a research report, which may include a quotation of
something you have said. If this happens, your name will be changed in the report.
The quotation might be linked to your gender, ethnicity, role in the family, any
disabilities, how long ago you completed Behavioural Therapy, and whether you
were the person who experienced problems leading to your involvement with Early
Intervention services.

¢ If you would like to see a summary of the report once it has been completed, you
can contact the researcher via the Clinical Psychology Programme. Contact details
are at the end of this form. It is hoped that the report will be complete by
September 2015.
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* The research report will be publicly available, however, your anonymity will be
maintained.

WHO IS ORGANISING THE RESEARCH?

This research is organised as part of the Doctorate in Clinical Psychology training,
which is sponsored by Keele University. If you would like to know more about this,
you can ask the researcher. Contact details for Keele University are included at the
end of this information sheet.

WHO HAS REVIEWED THE STUDY?

All research in the NHS is looked at by independent group of people, called a
Research Ethics Committee, to protect your interests. This research has been
reviewed and given favourable opinion by an NHS Research Ethics Committee. This
research has also been reviewed and approved by Keele University, and by the
Research and Development Team for ********** NHS Trust.

GENERAL INFORMATION ABOUT RESEARCH

Research is an important part of the work done in the NHS. The aim of research is
to find better ways of looking after patients and keeping people healthy. NHS
patients benefit from past research and research which is currently being carried
out. A lot is known about the problems that bring people to the NHS, but there is
still more to learn. Research can help with this learning, filling gaps in knowledge
and changing the way that healthcare professionals work, in order to improve
treatment, care, and quality of life.

For more information visit: http://www.nhs.uk/conditions/clinical-
trials/pages/introduction.aspx

If you would like independent advice about participating in this study, you can
contact the Patient Relations Team on Q1%** ****** qr g***@**** nhs uk.

WHAT ARE THE BENEFITS OF DOING THIS RESEARCH?

e If you choose to take part in this study, you will not feel any benefits of the
research yourself.

* However, better knowledge of families' experiences might help clinicians and
services in their delivery of support and services in the future.
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WHAT DO | GET FOR DOING THIS RESEARCH?

e Your participation in this study is voluntary. This means that you will not be paid
or given any other reward for taking part.

e It is important that if you decide to take part, you do this just because you want
to, and not because of any other incentive, like being paid.

ORGANISATIONS INVOLVED IN THIS RESEARCH
This research is taking part within ******* NHS Trust.

e |f you have questions about this organisation, or would like advice, you can
contact the Patient Relations Team, on Q1*** *¥**x* g g¥*x*@**** nhs uk.

o Dr *#x* xakkx Clinical Psychologist, is facilitating this research within the
*xAAEE* Early Intervention in Psychosis Team. If you have any questions about the
research, you can contact her on Q1 ** ks

Keele University is the sponsor of this research, through the Doctorate in Clinical
Psychology Programme.

* Dr Helena Priest, Chartered Psychologist and Senior Lecturer in Clinical
Psychology, is supervising this research project. If you have questions about the
research, you can contact her on Q1 *** ***%*x

* Rachael Edge is the researcher for this project. If you would like to speak to her,

please tell your clinician, or contact the Clinical Psychology programme on 01***
3k kK %k %k k

This is the end of the participant information sheet. You, or your nominated family
member will be contacted shortly by the researcher to discuss any questions, and
to arrange an interview date if you would like to take part.

YOUR NOTES

Use the space below to note down any questions or concerns you would like to
discuss with the researcher.
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Appendix B.4: Consent Form

PARTICIPANT CONSENT FORM

Title of Project: Family Narratives of First Episode Psychosis and Behavioural Family
Therapy

Name of Researcher: Rachael Edge

1. I confirm that | have read and understand the information sheet dated  Tick Initials
14th April 2014 (version 3) for the above study. | have had the
opportunity to consider the information, ask questions and have had e
these answered satisfactorily.

2. |l understand that my participation is voluntary and that | am free to Tick Initials
withdraw before, during or after my interview, up until the research is
published, without giving any reason, and without my medical care or  —
legal rights being affected.

3. |agree to being audio recorded during the interview, and for this audio  Tick Initials
recording to be used for the research described in the information
sheet. _

4. | understand that the following information will be included in the
research report: my gender, ethnicity, role within the family (eg,
mother), any disabilities | might have, whether | am the person who
experienced psychosis, and approximately how long ago | completed
Behavioural Family Therapy. I
| understand that my name and other identifiable information will be
changed in the report.

Tick Initials

5. lunderstand that quotations of things that | have said while being Tick Initials
audio recorded might be used in the research report. | understand that
my name will be changed in the research report but that quotations _
might be linked to my gender, ethnicity, any disabilities, family role,
whether | am the person who experienced psychosis, and how long ago
| completed BFT. Tick

Initials

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

Name of Participant Date Signature
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Appendix B.5: Overview of Recruitment Process

potential

Eiven

Consent
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|dentification

Approaching

participants

interview experiance.

= Clinidan identifies potential participants using inclusion and exclusion criteria,
along with clinical judgement of suitability, related to ability to tolerate the

-

r
b
= Clinidan explains research aims and objectives to potential participants and
gives invitation letter.
’
h *Potential A
=The potential participant comples an opt in participant does not
slip to find owt more about the research and wish to participate
agree to contact from the Chief Investigator. in the study. y
4
%
h .
»The clinician gives the potential participant +cClinician updates
the participant information sheet to take the pre-screen log.
LU EREDN  away and read. y
r
=Clinician passes opt in forms to the Chief A
Investigator
=Clinician update the pre-screen log and
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=C| waits at least 48 hours
A
=
=C| contacts potential participants and answers any questions
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F
=Cl confirms capacity to consent to participate with dlinician b
=Cl reviews participant information sheet with participants and answers any guestions
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Appendix B.6: Interview guide

INTERVIEW GUIDE

During the interview, encourage the participants to share the following:

¢ How things were for the family before the psychosis began, and before their
engagement with services.

e What it was like for the family when the difficulties began.

e How things were for the family when they began engaging in services

e What stands out for the family during the time they engaged in BFT, considering

any struggles, highlights, and turning points.

e What things are like for the family at present

* How the family sees the future being for themselves.
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Appendix B.7: Emden's (1998) Method of Creating a Core Story

1. Reading the full interview text within an extended timeframe to grasp
its content.

2. Deleting all interviewer questions and comments from the full interview
text.

3. Deleting all words that detract from the key idea of each sentence or
group of sentences uttered by the respondent.

4. Reading the remaining text for sense.

5. Repeating steps three and four several times, until satisfied that all
key ideas are retained and extraneous content eliminated, returning to
the full text as often as necessary for rechecking.

6. ldentifying fragments of constituent themes (subplots) from the ideas
within the text.

7. Moving fragments of themes together to create one coherent core
story.

8. Returning the core story to the respondent and asking 'Does it ring

true?'
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Appendix B.8: Stage by Stage Example of the Analysis Process
Stage 1: Raw Interview Transcript

C: Well | think that we used to attack [S: yea)], and now we don't.

S: All of us, we would say something, Gayle would bite back, and you know, we
didn't actually get anywhere with it. We were both, all like, it sounds like we were
fighting all the time which is not true [I: Mo], but we didn't actually resolve things did
we? Whereas now we’'ll, |, say it was me and Gayle | would think generally more
carefully about how | phrase something or how | expressed it so that she really
understood what it was that | was asking, erm, and you would take more time to
think about it and answer what you felt really [G: yea], erm and she understood
through all of this that it's OK that we don't agree, you know, and it's alright to say
"well OK, but that's not what | feel” [I: yea], erm and like get a discussion rather than
not agree with it but be saying "OK", and then be cross [G: yea] [I: yeal, you know.
There were lots of issues like that. We probably didn't even realise we were doing it
did we? [G: no] [C: no] But it made us...

C: But you don't answer now "l don't know". Whenever that happened, before the
family meetings, and | suppose before you were ill, erm, if you said to Gayle "why
have you done that, what's this?", "l don't know, | don't know”™, and when you're 20,
that's quite frustrating when that's the only answer you get, and you don't say that at
all now do you? [3: You never say if] You never say it, you say._..

= | haven't even noticed
C: Mo, no

S: But you wouldn't, but we have, we have, if you are asked a question, you are
answering a question properly, whether it's what you think we want to hear or not,
you will answer a question properly, whereas if you, before if she didn't think, even
though we might not have disagreed with her, if she thought we were gonna
disagree she 'd say "| don't know™ or she just wouldn't answer, erm, whereas now
she knows that her opinion, what she feels is OK to say it, and she does that.
Dbviously you haven't noticed, you've got to the point where you can mostly do that
without thinking about it really.

C: But | think the family meetings gave us the practice [I7yea] for that so, cus you
wouldn't have gotten away with, | mean there was no get out of jail card [G: hhh] [S:
Mo], we weren't told if you don't like it you can leave, like you've said, we were there,
this was the task, we were doing it, you know [I: yea] and em, you, you couldn't say
"l dom't know™ [S: No] here, and we had to listen to your answer, because sometimes
we probably wanted, secretly we thought "Oh she's not gonna tell us an answer" so
we'd stop listening amyway [S: mmm] whereas this gave us a platform to practice
what we took into the family on a day to day basis.
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Stage 2: Deleting interviewer questions and comments, and words
superfluous to the meaning of each sentence.

C: || think that we used 1o attack [S: yea], and now we don't. | Comement [RL]: Dubotecd: Sy
32 All of us, we would say something, Gayle would bite back, andl|we didntigst i Costrutronsnit [RE]: Dbatind: oo kiew
arywhere with if] it scunds like we were fighting all the ime which is not true|| Costeamant [FE3] ¢ Dot ctusally
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feal a discussion rather than not agree with it but be saying "OK", and then Commment [RE]: Deleted: gormialy |
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be cross [G: yea]| There were lots of issues like that. We probably didn't even realise
we were doing it did we? [G: no] [C: nall|

Z: But you don't answer now | don't know®. Whenever that happened, before the
family meetings, and | suppose before you were il |[f vou said o Gaye “why have
you done that, what's this?", "l don’t know”, and when you're 20, that's quite
frustrating when that's the only answer youw get, and you don't say that at all now do

you? [S: You never say it] You never say if] Casment JRIN): Randad:

& | hawen't even noticed mmn:n-u.a:amn
Comtmant [FELT]: Daleted: wrm
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[ |

5: [¥jow wouldn't, but we have|lf you are asked a question. you are answering a
question property, whether it's what you think we want to hear or not, you will answer T: Comment Jrd): Doltad: O

a question property, whereas peford| even though we might not have disagreed with ME:: :: :::"
her, if she thowght we were gonna disagree she "d say "l don't know” or she just - -

wouldn't an5m=_~f[.| whereas now she knows that her opinion, what she feels is QK to didst s [REH]: Dslenea: st
say it, and she does that. Obviously you haven't noticed, you've got to the point Cisstratintinit [RBA]: Do boteel: arm
where you can mostly do that without thinking .ah-uulrﬂ] Clostrnteesant [R5 ]2 Conbutiel: rimally

gotten away with]) there was no get out of jail card [G: hhh] [S: MNo], we weren't told if it Elm"'""'. n_' —
you don't like it you can leave, like you've zaid, we were there, this was the task, we m n.u.a; —
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Stage 3: 'Restorying' - phases of the journey identified

Past Phase: Before Help Obtained
C: | think that we used to attack [S: yea], and now we don't.

S All of us, we would say something, Gayle would bite back, and, we didn't get
anywhere with it. It sounds like we were fighting all the time which is not true,

but we didn't resolve things did we? Whereas now... There were lots of issues like
that. We probably didn't even realise we were doing it did we? [G: no] [C: no]

C: Before the family meetings, and | suppose before you were ill, if you said to Gayle
"why have you done that, what's this?", "l dont know”, and when you're 20, that's
quite frustrating when that's the only answer you get.

Past Phase: Having BFT

C: You wouldn't have gotten away with, there was no get out of jail card [G: hhh] [S:
Mao], we weren't told if you don't like it you can leave, like you've said, we were there,
this was the task, we were doing it, and you couldn't say "l don't know™ [S: No] here,
and we had to listen to your answer, because sometimes we probably, secretly
thought "Oh she's not gonna tell us an answer™ so we'd stop listening amyway [S:
mmm] whereas this gave us a platform to practice what we took into the family on a
day to day basis.

Present Phase: How things are now

3 Say it was me and Gayle | would think more carefully about how | phrase
something or how | expressed it so that she really understood what it was that | was
asking, and you would take more time to think about it and answer what you felt [G:
yea]. She understood through all of this that it's OK that we don't agree, and it's
alright to say "well OK, but that's not what | feel" and get a discussion rather than not
agree with it but be saying "OK", and then be cross [G: yea].

C: You don't answer now "l don't know". You don't say that at all now do you? [S:
You never say it] You never say it.

G | haven't even noticed
C: No

3 You wouldn't, but we have_ If you are asked a question, you are answering a
question properly, whether it's what you think we want to hear or not, you will answer
a question properly, whereas before, even though we might not have disagreed with
her, if she thought we were gonna disagree she 'd say "l don't know" or she just
wouldn't answer, whereas now she knows that her opinion, what she feels is OK to
say it, and she does that. Obviously you haven't noticed, you've got to the point
where you can mostly do that without thinking about it

C: But | think the family meetings gave us the practice for that
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Stage 4: Fragments of themes identified and grouped together to
produce subplots.

Past Phase: Before Help Obtained

Subplot: Everyone attacking
C: | think that we used to attack [S: yeal, and now we don't.

S: All of us, we would say something, Gayle would bite back, and, we didn't get
anywhere with it. It sounds like we were fighting all the time which is not true,

but we didn't resolve things did we? Whereas now__.There were lots of issues like
that. We probably didn't even realise we were doing it did we? [G: no] [C: na]

Subpiot: Communication bad

C: Before the family meetings, and | suppose before you were ill, if you said to Gayle
“wihy have you done that, what's this?", "l don't know”, and when you'nre 20, that's
quite frustrating when that's the only answer you get.

Past Phase: Having BFT

Subplot: Process of BFT

C: There was no get out of jail card [G: hhh] [S: No], we weren't told if you don't like it
you can leave, like you've said, we were there, this was the task, we were doing it,
and you couldn't say "l don't know™ [S: No] here, and we had to listen to your answer,
hecause sometimes we probably, secretly thought "Oh she's not gonna tell us an
answer” so we'd stop listening anyway [S: mmm] whereas this gave us a platform to
practice what we took into the family on a day to day basis.

Present Phase: How things are now

Subpiot: Changes noticed

5. We still carmy on with that [G: yea] in the way we attack things that were difficult
before, the way we speak to each other are different than they were before. Say it
was me and Gayle | would think more carefully about how | phrase something or
how | expressed it so that she really understood what it was that | was asking, and
you would take more time to think about it and answer what you felt [G: yea). She
understood through all of this that it's OK that we don't agres, and it's alright to say
“well OK, but that's not what | feel” and get a discussion rather than not agree with it
but be saying "OK", and then be cross [G: yea).

C: You don't answer now "l don't know". You don't say that at all now do you? [S:
You never say if] You never say it.

G: | haven't even noticed

C: Mo

S You wouldn't, but we have. If you are asked a question, you are answering a
question properly, whether it's what you think we want to hear or not, you will answer
a question properly, whereas before, even though we might not have disagreed with
her, if she thought we were gonna disagree she 'd say "l don't know" or she just
wouldn't answer, whereas now she knows that her opinion, what she feels is OK to
say it, and she does that. Obviously you haven't noticed, you've got to the point
where you can mostly do that without thinking about it.

C: But | think the family meetings gave us the practice for that.
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Stage 5: Identification of family narratives

Past Phase: Before Help Obtzined
Subpdor: Everyone amacking
C: | think that we used to attack [5: yea], and now we don't

5: Al of us, we would say something, Gayle would bite back, and, we didn't get
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quite frustrating when that's the only answer you ged] Cosiutinaind [R]: An ircdbicdual |

Past Phase: Having BFT

Subpdor: Process of BFT
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you can leave, like you've said, we were there, this was the task, we were doing it,
and you couldn't say "l don't know™ [S: Mo] here, and we had to listen to youwr answer,
because sometimes we probably, secretly thought "Oh she's not gonna tell us an
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before, the way we speak to each other are different than they were before. Say it

was me and Gayle | would think more carefully about how | phrase something or

how | expressed it so that she realy umderstiood what it was that | was asking, and

you would take more time to think about it and answer what you felt [G: yeal. She
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Appendix B.9: Main Subplots and Themes

Phase/ Past: Being Il / | Past: Journey Broad Past: Doing Broad Present: How Future
Broad Before Help into Services Aspect: BFT Aspect: Things are Now
Aspect Obtained Diagnosis Involvement
with EI
Subplots & | Not getting on | Seeking & not Ideas of What doing | Benefits Improvements | Legacy &
Themes * Poor receiving help mental BFT was * Individual noticed role of El
communication | ¢ Intervention illness like support team
* Arguments too late » Seeking a * Help with Improved
* What if? diagnosis Aspects of work communication | Role of
lliness as a stories *Disagreement | the BFT » Social milestones
shock with diagnosis | which were | activities New in recovery
Responses to | Hospitalisation helpful/hard | « Familiarity & | understandings | « Work
symptoms / » Traumatic Impact of * Specific continuity * Of the iliness important
behaviour » Worries about | diagnosis exercises  Of each other
» Masking / returning to * Benefits helpful
misattribution of | hospital * Explaining * Hard VS
symptoms everything aspects still
* Not knowing First contact helpful Not getting
what was wrong | with EIl team better
 Impact on Involving
work others /
impact of
BFT on
others




Appendix B.10: Subplots and Themes Found Within Each Families' Narrative

Family 1

Phase

Subplot

Theme

Examples

Past: Before
Help Obtained

Communication bad

Everyone 'attacking'

C: I think that we used to attack [S: yea], and now we don't.

S: All of us - we would say something, Gayle would bite back,
and, we didn't get anywhere with it. It sounds like we were
fighting all the time which is not true, but we didn't resolve
things, whereas now...There were lots of issues like that. We
probably didn't even realise we were doing it [G: no] [C: no].

Response to symptoms

* Not knowing what was
wrong

* Gayle trying to deal with
it alone

S: We didn't even know that what was wrong with her, or if
there was any issue of any kind, she was always trying to deal
with it on her own, without telling anybody else what she was
feeling. You were not well for quite a long time before, although
none of us know what was the matter, she was plodding along.

Past:
Hospitalisation

Hospitalisation scary &
horrendous

* Gayle can't remember
being hospitalised
* Really poorly

S: We got to the hospital with the police escort hhh we caused
lots of excitement hh [G: hhh] [C: Really scary]. And she was
quite calm when we got to the hospital, and we went in to the
triage nurse.

G: | don't remember

S: No, you wouldn't remember any of that Gayle because you
were not with us really.

Coming out of hospital
difficult - gradual
process

Thinking she'd never leave

hospital

S: | don't think she thought she was ever gonna come out [G:
yea].

T4}
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G: And | came out! hh

C: "Really am | coming home?"
S: Yea, she thought she'd never get out

Finding out about wider
family mental illness
during hospitalisation

Comparing experiences to
other family members

S: It was during that time that she was in hospital that we
talked with the doctors, that there was mental history in her
family, so she was still in hospital when she got an
understanding that there was a family history. When we got to
the hospital and we went in to the triage nurse, she asked then
if there was any family history, and | said yes, there was, her
mum had mental iliness and you just looked at me like that.

Past: Doing BFT

What doing BFT was
like

* Privacy good

* Hard but useful

* Sharing the problem &
responsibility

C: It was quite nice to be shut away in this room, like we are
now, and be able to say anything and it didn't go out of the
room, and that we could be honest with each other.

S: It wasn't just Gayle, that was the thing that was important,
we all had to look at the things that we were saying, about
Gayle...not only things are not right, but they're not right with
any of us in a way.

What was helpful about
the BFT

* A good platform to start
from - psychoeducation

* Making a positive
request

* Practising
communication

» Enabling understanding

S: The first most important thing was describing what
psychosis was, for all of us. None of us had got any idea what
it was, or why it had happened, and for us to talk about that
and hear about it as a family for me was really important, that
was a good start [C: yea] for us to move on.

G: It was really helpful for me cus I'd gone through it and didn't
even know what it was, so | needed to hear it [S: Yea].
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What wasn't so helpful
during BFT

» Something we already
did

S: It was something that we felt was already covered, or
maybe something that we already did anyway...The ones that
stand out are the ones that we didn't do, it was very noticeable
that we don't do it, those were the ones that were more
important.

Involving other
daughter

* Logistical difficulties
* Helping wider
understanding

C: I think it just heightened her awareness [S: yea]

S: And one meeting she couldn't come to that she wanted to,
so we did it, and [C: yea that's right], she came the next day,
and we had to go through it with her and she did end up getting
upset then

C: She cried then

S: Cus she was saying "Oh | should have done this" and "I
could have done that". But from a practical point of view,
although that may be beneficial | can see that that's quite a
difficult thing to put into place.

Broad Aspect:
Other Support
from the El
Team

Importance of individual
support for Gayle

« Social activities
* Someone to talk to

S: What's been nice as well, there's been times for Gayle to do
things with Sophie, that have been for her, where she can talk
about how she feels, what's happened.

Benefits of El team
involvement

* Over and above what
expected

* Help with talking to work
* Familiarity

S: But they were there even when Gayle went back to work...
Because the team were there, it wasn't like we were just
making a fuss, they were there, and Gayle's manager then was
great, she did the phased return.
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Past: Towards
Recovery

Building independence

* Meals and holidays

S: Initially we couldn't even go out for a meal or anything,
couldn't leave Gayle, she couldn't stay on her own [G: no]....
recently went away, we'd got a cruise planned. We'd planned it
so that we'd do a cruise for two weeks and Gayle has been on
her own for two weeks, so, she was fine .

Progressing with job

S: When you said that you'd seen that job advertised in
{restaurant} and you thought you might like to do that, that was
a little thing that was a big thing for me. She's recently just
asked at {restaurant} to switch a job slightly, but you were able
to voice and say I'm not ready to move on from {restaurant}
yet, but | want to change what I'm doing, so she's going to be
working, what they call, the lobby.

G: Well, cus I'd done it, been trained to do it before, | just
thought, when | was eventually ready to move on, it would be a
better experience, just to get back into it. Cus I'll still be earning
money, it's just I'll be re-training myself, ready for it.

S: The fact that you'd thought about that yourself, and made
the move yourself, was a big deal [C: and told us].

Present: How
Things are Now

Changes noticed

* All noticing
* Celebrating progress

G: It helped a lot because I've noticed you don't nhag anymore
[S: No] But I, also don't bite back anymore either.

S: No, and it makes such a difference, | can ask something
and she'll answer properly, and it's done - that would have
been a nagging session before.

Better communication

* BFT becoming a way of
life

C: I think a lot of the behavioural therapy has now become a
way of life [G: yea] [S: mm]. I'm not noticing it the same.
Because you're right, but until you just said that now | hadn't
thought about that, it was nice for her to tell us.
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Future

Optimism

G: The only way is up [C: mm hmm] from here.

Legacy & role of El
team

* Toolkit
» Continued activities

C: They've probably given us a toolkit of things that we can
use, and ways of recognising if things are perhaps going a little
bit wrong. We won't be left to drift at the end of two years, we'll
be fully equipped to hopefully prevent something else from
happening.

Progressing in job

S: In terms of jobs, when you think you're fed up of it, being
able to think, "OK, I've had enough now, what do | want next?"




Family 2

Phase

Subplot

Theme

Examples

Past: Before
Help Obtained

Not getting on

Blame

A: There was a time where none of us got on with each
other, it was really tense. It isn't like that anymore is it?
[M: No]. As a family when you're all living under one
roof together, you've all got to get on. Before we didn't
and it was a horrible atmosphere all the time weren't it?
| think Mark used to think that we were always on his
back. Cus before I'd be the prime person for shouting
and bawling at the top of the stairs and not getting the
response | wanted, and then shouting and bawling even
more, which would make you angry wouldn't it? And
then Mark'd get all frustrated and we wouldn't get
anywhere. Whereas now it's very different.

Past: Journey
into Services

Seeking help and not
getting it

* Intervention too late

A: I know Mike, Mark's dad had tried to access help
before, | think by the time, the early intervention team
did get involved, it was at the point of crisis and it was
almost, too late for Mark to be treated. If the GP had've
responded differently, maybe it wouldn't have come to
the situation it did.

Traumatic sectioning

» Mark willing for help
initially, then frustrated and
unwilling

» Traumatic sectioning
experience

» Took a while to accept he
was poorly

A: | think originally, Mark was quite, keen to have,
outside help... and then when they went out to see him,
later on, it was quite late in the evening Mark had,
understandably, got himself into a bit of a state, and
was quite upset, and one thing led to another and the
police ended up being called and they were quite,
aggressive with you and it got to the point where | think
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» Mark struggles to talk
about

Mark was really upset, quite frightened, and then
wouldn't agree that he needed help, so that, decision
got taken out of his hands and, he ended up, then
getting sectioned, and taken to hospital... For quite a
while after you went into hospital, you-he, Mark still
struggles to talk about the whole process, but after a
while you did come to accept that you did need some
help, and the medication and everything that's
happened since, has helped and Mark is in a better
place. | think it's taken Mark, a long time to, get over
that, to accept that, although it wasn't handled in the
right way what happened then and what's happened
since has been obviously beneficial really.

Leaving hospital for
home

* Home visits beneficial
* Worries about returning to
hospital

A: Quite early on, he was allowed to come home and |
know you got to the stage where, first of all it was only
for like half an hour initially, and it wasn't long enough,
and the more it was extended, they saw that the more
beneficial it was for Mark so they did quite quickly
extend your periods at home [M: yea]...that was quite
scary for you [M: yea] thinking that if he said anything to
anybody that he was gonna end up back in hospital
again.

Contact with El

» Good relationship with
clinician helped acceptance
of support

A: When, Dave came on board, cus you do get on,
really well with Dave, he's got quite a nice, trusting
relationship with Dave...so | think when they were
allocated, and they were coming, to visit Mark, having
that, | suppose positive relationship helped him to, open
up and to be more honest, and accepting of the
support.

Past. Doing BFT

Deciding together to

» Motivation to do it

A: We talked about it and, we asked Mark and once




have BFT

* Agreeing they'd all benefit

Mark agreed he was up for it, we thought it was
something we'd all benefit from...I think it was because
we were all quite motivated to do it, if any one of us was
50/50 about it, it wouldn't have worked.

What it was like

* Initially nerve-wracking,
then easy

* Having a mediator
enabling honesty and
perspective

A: Although we discussed it first, we agreed, | think it
was quite nerve wracking at first [M: yea]. The first
couple of sessions we were

M: A bit nervous

A: Yea, and we were still a bit, reserved, but once we
got into the swing of things, and went towards the
middle of the sessions, and by the time we went on
holiday, it all started to become quite, it was quite easy
then to see the benefits.

M: Having somebody else there that wasn't a member
of the family helped.

A: Dave or Mark always knew that if he found it difficult
you could ask to stop, not that Mark ever needed to but
| do agree with Mark, it's very different there, having
somebody there to mediate.

Mark's motivation to
work

A: And Mark's always been up and ready, ready to go
for it each session, which has been really good!

Involving sister

* Logistical difficulties

A: Because of the sessions and the fact that the three

[AN)




» Sharing work done

of us have been able to talk more openly, Lisa has
been there, like at teatime, when we've been talking
more openly, so it's benefited Lisa, because she's now
got a much better understanding of what Mark went
through and what he experienced, and what let up to
him being so poorly, and | think that's been really good
for Lisa to see.

Helpful aspects of the
BFT

* Timeline facilitating
understanding

* Triggers work helping with
coping strategies

* Both having copies of
plans etc

A: Mark was very open about when the symptoms
started and how he was feeling at the time and what he
was experiencing, cus up until then, | hadn't got any
idea that it had happened that much further back, cus it
went on for a long time before we even noticed, so that
was a really big turning point and for me, it was when |
started, not accepting, but having an understanding of
why Mark was behaving the way he was and why he
did some of the things he did.

M: The timeline helped me understand how poorly |
actually was before | got put into hospital.

Present: How
Things are Now

Improved
communication

Being able to talk about
taboo subjects

A: If Mark does something that | don't particularly like
and vice versa, we can now tell each other without
flying off the handle, whereas there was a lot of that
before. That's come from the family therapy, and being
respectful of how you approach things, and when to
approach things. | know how important it is for Mark that
we have eye contact, and we're respectful, and now
Mark's very much like that as well. He's not
disrespectful anymore if you want something. So that's
been a real change as well.

Honesty & confidence

* No longer smoking

A: Me and his dad have got confidence in him, that if he
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cannabis
+ Confidence in seeking
help sooner if needed

was feeling poorly again, we've now got the confidence
that he would be able to say "look, mom I'm having a bit
of a bad day", or, "I think | need to get in touch with
Dave".

New understandings

» About symptoms
» Of each other

A: | think through doing the timeline and looking at
different symptoms and how they affect you and just
because he's feeling anxious, that's not necessarily a
symptom of psychosis, there's different triggers and
Mark now knows that or accepts that just because he
was having a bad day or he felt low one day, it doesn't
mean that he's gonna have a full blown psychotic
episode and need hospitalisation again.

M: Just going through the family work and the triggers
and that explained, that if I'm feeling anxious, it's not,
necessarily me, having a psychotic episode, it's just
because I'm feeling a bit anxious, which is, mainly what
| get now.

Changed relationships

* Part of the family

A: We now get the sense that Mark wants to be part of
the family again.

M: I'm not so much on the outside anymore, I'm more
on the inner circle again, instead of sitting on the
sidelines watching. Getting involved in conversations,
and making jokes, and asking for things properly and,
not losing my temper so much.

A: It's Mark wanting to be part of the family again, and
us wanting him to be part of the family. 18 months ago,
it was easier when he wasn't here, whereas now, it's
unusual or it's not the same if he isn't here.

Recovery activities

Going for a walk

A: He'll just put his headphones on and, he'll say I'm
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going out for a walk, and you do quite often go for a
walk and you get quite a lot out of it [M: yea} he's got
the same route that he walks and you do it at least a
couple of times a week

M: Yea
A: And obviously it helps if you stay fit as well

M: Yea

Future

Continued involvement
with El

* To help independence

A: | think you're gonna do some more one to one
sessions with Dave aren't you, about supporting him, so
meeting him in places, and Mark has to get there.

Big steps ahead
(milestones), but no
pressure

* Mentioned by parents, but
recognising it's at his pace

A: | suppose as Mark gets even better and gets more
independent and wants to be going out more, and
eventually going back to work or whatever he decides
he wants to do, that'll be another big step for us all, cus
he's certainly not ready for that at the moment so that'll
be another big step. But | think we'll see that as a
positive, cus it'll be another rung up the ladder in Mark's
recovery. And obviously that's what we want for Mark,
an end goal and having employment, and meeting
somebody and whatever else, but | think me and his
dad are quite respectful, and understand that that
needs to happen at Mark's pace. Mark will do things
when Mark's ready, and we know that if he says he
doesn't want to do something, then it's genuinely
because he doesn't feel that he can rather than he's
just, | don't wanna do it.

Broad Aspect:

* Initially distanced

A: She really distanced herself, she didn't know what to
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Relationship
with Sister

* Wider impact of BFT
helped
* Rebuilt relationship

do and she hadn't got much time for him | suppose...
That's impacted on Lisa as well which | think has really
helped her rebuild her relationship with Mark.
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Family 3

Phase

Subplot

Theme

Examples

Past: Before
Help Obtained /
Being Il

Not well understood - a
shock

T: And that was a shock, that didn't make any sense
to him, whether it was the pressure or not we don't
know, but it was put down as a one off because that's
the way they prefer to deal with things.

lllness masked

* Misattribution - credit crunch
* lll for a long time

* Negative rather than
positive symptoms

T: And then, what didn't help is when he got out of
Uni, the credit crunch. No work, he was trying to be a
graphic designer, and people want you to work for
nothing, the whole lot was rubbish, and he went for
several years trying to get work, which was quite
depressing, so his illness was probably a bit masked,
cus you couldn't see what was going on. And that
probably went on for about five years didn't it? [D:
Yea.] You were a bit flat and you're enthusiasm was
not there. It sort of grew on him, it crawled behind him
and took him down, and then you don't understand
what's the problem.

Impact on work

* Symptoms impacting ability
to work

D: I'd say the second lot of being unwell, was when |
was 25, and my head just went kinda numb, |
struggled to think straight on this side of my head. And
then that led to me not doing very well at work. | got
jobs but they were lower jobs that what | was qualified
for. So | struggled and then ended up having to leave
the supermarket because | was too fatigued.

Response to symptoms

» Knowing help needed, but
not sure what's going on
* Trying to help himself

T: That was difficult, because, he was in need of help
really, but we didn't know how to help him cus we
weren't sure what's going on, Cus at the start, he was




8¢ET

* Parents noticing bizarre
behaviour

trying to make himself better, you said that didn't you?
Looking on the internet, and he was eating hundreds
of oranges at one time, juicing them up.

Past: Journey
into Services

Unsuccessful help-
seeking

* Being made to wait for
referral

+ Continued help-seeking
from Dr with no help

» Should have gone to A&E

T: When you get to the doctors, they just refer you to
somebody else. The most upsetting part was, when
we knew there was a big problem, we went to the
doctors, and they put you off by sending a letter to
someone and else and they say come in six weeks.
When we got there, the specialist guy said he wanted
a longer meeting a put it off for another six weeks!
That was really a killer wasn't it? [K: yea], cus we
thought "we're getting some help", after going along
with every day like a nightmare to him, it's like him
lying in the road with a car accident, he should've
been in hospital.

Uncertainty over what
services accessed

Disagreement within family
as to whether they went to
A&E

D: I did go to A&E
T: Not that time you didn't.

K: The first one when you had
the psychosis, dad took you.

D: No | thought | went to A&E and the Dr wouldn't see
me either.

K: I don't know

D: | did.
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Getting somewhere
with services

» Watershed moment - led to
El team

T:You felt as if you're getting somewhere, which is
good. The best thing, we had a big watershed. We
went from being left out in the cold, the road accident
feeling that you're on your own, for months, to...he got
admitted to hospital didn't he? ...We went from ‘we
don't care about you, go away for 6 weeks', to 'we can
do everything for you.'

Past: Doing BFT

Useful aspects of the
BFT

* Contact with El team

» Family meeting

* Relating back to strategies
& using handouts

» Eye contact one helped

* Organised what we've got

T: We find it useful in the sense that it's contact with
the El team as well.

K: I found it useful. She gave us things to do and one
was a family meeting on a Sunday night, that's very
useful.

T: All these headings, problem solving, goal
achievement, active listening, making positive request,
expressing your feelings, every one of those
statements we can relate back to if we needed to
couldn't we?

More useful for parents
than Dave

* A few things useful

* Disappointment

* Wanted it to increase
parent's understanding, but it
didn't

* Confusion over role of
clinician, due to dual role

* Parents disagreeing over
the point of the BFT

D: The family therapy has been useful, a few things
have been useful, but I think it's mostly useful for my
parents...|l feel a little bit disappointed. But my parents
have enjoyed it. | thought it would help my parents
understand more about what's wrong with me, than it
has, but they find it difficult to understand, that's why |
did it, | asked to do it. But I still end up having to
explain myself a lot.
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Present:
Working with
the El Team

Continuity of care

Not having to re-explain
yourself

T: The worst thing, in our position is having to re-
explain yourself, even Dave says this. You get fed up
of saying the same things. But if you know somebody
knows you, you just say 'he's been better than last
time', and that's good enough.

Aspects helpful

» Good to be with others who
are ill - social

*» Seeing the staff - space to
talk

D: Going to the drop in centre, that's been really good.
It's different cus the people there aren't suffering in the
same way as | am, they have voices, which | don't get
that side in the same way, and they get delusions, but
they are still ill people, so it's nice to have something
in common, and also there's social workers there, and
care staff, so | get to talk to them. And the Dr's there
as well, I've seen her a few times, and the
psychologist.

Broad Aspect:

Diagnosis

Impact of schizophrenia
diagnosis

* Everything is explained by it
» Mother also has diagnosis

T: It's such a big title that anything goes in it. If you've
got a bad foot, "what do you expect?". If you've got a
noise in your head "what do you expect".

Disagreement over
diagnosis

» With the service

» Within the family - dad
thinks Chronic Fatigue
Syndrome & Dave doesn't
think he has psychosis /
schizophrenia

D: There's a bit of a disagreement between me and
the doctors, cus | feel like it's more physical, this pain,
but they're telling me it's a mental issue.
Hallucinations they call it.

T: The biggest problem is, I'm the only person who's
said this, and nobody's listening, is that he suffers
from CFS. This is fatigue.
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Disagreements about
medication

* Disagreement between
Dave and Drs, and Dave and
family.

T: He doesn't always agree with everything. He's the
one taking the tablets, he doesn't always see what
position he's in himself and he can't always see the
point in it. You get to the stage where you don't want
to take the tablets don't you? And we know it's a
disaster to stop taking them. He'd probably still do it
now if he was on his own.

D: Yea | would.

T: But that's not right, you're not gonna be any better.

Present: How
Things are Now

Monitoring symptoms

Still has symptoms

K: And he gets a really good day, not a lot of good
days, but he doesn't know why, and then he starts to
function, thinking I'm doing things, and then the next
day he's back to, how you are aren't you?

D: Yea

K: And he keeps a chart, how he is every day, and
scores it.

Family roles

» Disagreement about
relationships

* Dad as carer involved in all
appointments, as Dave not
well enough

T: We aren't a family that are distant from each other
cus we all live in the same house anyway, we don't fall
out, we try to help each other.

D: We are falling out more recently. It's difficult though
when you're unwell.

T: I've sat by his side, and | won't stand anything from
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any doctor that tells me "I'll talk to him first". "Sorry
you won't. I'm his carer | sit next to him. | want to know
what you say and | want to know what he says".

D: If I was well enough | wouldn't have my dad there,
but cus I'm not well enough my dad has to be there.
Cus | need the support.

Not getting better

» Going backwards

* Being stuck

* No independence

* Feeling different to others
with psychosis

* Frustrating

T: It's ruining his life cus he hasn't got a life, have
you?

D: Not at times, no.

T: He hasn't got a life outside his bedroom. This is as
far as he gets on his own. He's stuck.

D: I don't feel like I've got that much better, that's a bit
frustrating.

Future

Urgency to find more
help

K: We're in a hurry now, cus it's ending, the early
intervention.

Parental fear of going
back

T: He'll end up going back in his box and start living in
a world of your own and then you'll end up in a
hospital bed again.
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Family 4

Phase Subplot Theme Examples
Past: Before lliness as a shock & * Nothing wrong before H: Before Gemma was ill, there was nothing wrong!
Help Obtained / | unexpected illness

Being Il

* Ruined life

G: We never expected that it would happen, both
times.

H: The first time was a massive shock to me, as the
second time was even more of a shock.

Response to symptoms

» Gemma trying to convince
mom of illness -
misattribution to teenage
behaviour

* Worry re: bipolar

* Taking professionals' word
for it

G: The first time | knew myself didn't I? But | couldn't
convince you that there was something wrong, which
was hard. | kept telling didn't I, that | was down and
didn't want to go to college, different things, and you
just thought that...

H: | just thought it was normal teenage problems, |
could relate it to when | was her age, and it wasn't
until, when she started saying things, and | though "it
hasn't happened, it's in her mind, it hasn't happened",
but by that time it was kind of...

G: | used to say to you at times that | thought | might
be bi-polar didn't I? [H: Yea you did yea.] | used to
look at it on the internet, what it was.

H: She did, yea, at the end of that period, | remember
coming home one night and she said "mom | think I'm
bi-polar" and at this point I'd asked them and they'd
said "no", | thought "well they're qualified, so | can
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take their word for it", and | said "no, they said you're
not dear, but ask the question again."

Relationship with work

* Work supportive

H: Yea you did have support off the manager at the
hotel, he was very good with you.

G: He was, cus really | should have lost my job [H:
yea] with what | was doing. He was very good with
me.

H: He kept having you back, didn't he?

Past: Journey
into Services

Accessing El team

* Hoping to be accepted by
El

* Seeing the right people
happened quite well

H: I think although Gemma was taken into hospital the
first time, she was assessed, it did all move along
quite well didn't it as to [G: yea] seeing the right
people.

Broad Aspect:
Wider Support
from El

Social activities &
making friends, getting
work

* Social activities leading to
making friends

* Helpful being with others
who've been through similar

G: I've met my closest friends at the minute through
that, so that was nice.

H: | suppose it's good to meet people who've had
similar...

G: Been through the same thing...

Benefits of El support

* 'lots of help'

* Getting apprenticeship

» Knowing someone's there -
can talk to clinician

G: | pretty much got my job through El as well didn't
I? [H: yea] I'm about to start an apprenticeship, so |
got that through them.

H: The apprenticeship, you wouldn't have got that.

G: No, there's a lot of things | wouldn't have got, or
wouldn't have done isn't there? [H: mmm], they've
been a big help.
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Individual support for
Gemma

* Importance of individual
work also

H: Yea | don't think | should always be there because
it is important she gets on with Emma so she can talk
to her and discuss things with her when I'm not here, |
think that's important as well. And with Emily
{psychologist} as well.

Past: Doing BFT

Being OK in some
areas already

* Did things naturally, didn't
have a problem

H: Emma said on communication, problem solving,
that we hadn't really got a problem with that, because
she said we do it naturally.

Finding aspects hard

* Upsetting to go over what
happened

* Awkward doing role plays
* Hard aspects still helpful

H: We both said after that, that was quite depressing
wasn't it [G: yea] cus it was upsetting. You think
you've moved on and you have to go back and talk
about it again, it was, depressing.

G: Bringing it all back up again. We had to go back to
it and relive it, wasn't it? That wasn't nice. It was good
though, to go through it [H: yea], the problem.

H: | suppose it's therapeutic to talk to someone, talk
through it.
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Helpful aspects of the
BFT

* Early warning signs

* Equal focus on mom &
daughter

* Learning 'sticks in mind'
during situations

* The sheets given

H: What was helpful, Emma gave us, well you had it...

G: yea, it was really helpful. The sheet? [H: yea] She
typed up a sheet with early warning signs, triggers,
what to do in an emergency, what tablets to take,
which is really helpful, it's really good. She obviously
spent a lot of time doing that. Just knowing that it's
there, and it was helpful to read it, wasn't it? [H: yeal].

H: And the things that she did, it sticks in your mind.
[G: what's that?] Say | think things to myself
sometimes, and | think "oh | shouldn't think it to
myself, | should say it".

Impact and benefit for
family

Good that it's for family

H: It was definitely helpful for me to be involved in the
family sessions. | would have felt very much out of it if
they'd just done it with Gemma, because obviously it
is Gemma that's ill, but it has a big impact on family
members as well.

Broad Aspect:
Diagnosis

Suspicions of bipolar

* Asking team if they thought
it was bipolar but being told
no

* Psychologist's suspicions
re: bipolar

H: I think the only thing I'd say was after Gemma had
been ill the first time, which was in September 2012
[G: yea], the next year, the way she was behaving, |
didn't think it was in character and | did phone them
up them a couple of times and asked Dr Brown when
he came out, asked if they thought she was bi-polar,
and they said no.
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G: And even the psychologist | was seeing at the time
[H: yea], she even said to me that she thought | was
bi-polar.

H: Yea, | didn't know that, she said you'd got bi-polar
tendencies.

Alternative what if story

*» Could second episode have
been prevented?

* Ruined life and plans

* Impact of incorrect
medication

H: It still makes me think, what if? If she was on the
wrong medication, and if she'd have had a different
medication, would it have prevented that happening?
[G: Yea] Because this was massive, what happened
to her, like you said didn't you, it ruined her life, it
ruined her plans. And | know we can't say it never
wouldn't have happened but you just think, what if?

Benefits of diagnosis

* Not nice, but nice knowing
it's something

* Preferable to just episodes
of psychosis

* Being put on right tablets

G: Itwasn't nice but | suppose it was nicer to have a
diagnosis and not just think that it's just episodes of
psychosis, that would keep reoccurring. It's nice to
know that it is bipolar, it is something. And also it's
nice to have the diagnosis to be put on the right
tablets, which is good. That changed, didn't it? [H:
yea, big time] That was helpful wasn't it? [H: yea]

Present: What
Things are like
Now

Noticing improvement
as recovery

* Getting out more, helped by
friends made through EI

G: I've definitely improved since then though. | noticed
| was getting a bit better after Christmas, or perhaps
just before, Until then things were still quite bad, but
the main thing is | was getting out more.

H: And that was led through by meeting people
through...

G: Yea, through El, and the friends | made there.
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Better knowledge of
identifying & coping
with difficulties

* Being able to explain
feelings

* To identify problems and
get help earlier

* For both to do

G: It's good isn't it, to know that it's bi-polar, cus if
there's times when I'm feeling really down or really
high, | know...

H:l think it's really helpful to hopefully now be in a
position where you can identify that something's
wrong, and get help before it develops hopefully.
G: What you mean you identify?

H: Either of us, both, it's you and me isn't it?

Future

End of El support

* El replaced by
apprenticeship

* Ability to self refer in future
« Strange the support not
being there

G: Itis aworry isn't it that if something happens,
they're not just on the end of the phone [Helen: yea,
definitely], you can't just ring somebody. But in a way
it's good, cus it's, moving on again. Got to do it some
time.

H: But it's been such a big part of both our lives.

G: And it will be gquite a shame won't it not to see
Emma as well [H: yea].

Prospect of
apprenticeship

* Would share if having
problems

* Benefit of MH
apprenticeship

* Hope for job in the future

G: With my new job, | think I'd tell them if | was having
problems, because this apprenticeship is for people
that have had mental health problems, so my new
manager, she'll be aware of that, and she's also been
through problems as well, so | know that I'll be able to
talk to her.
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Thoughts about illness
in the future

* Hope nothing further will go
wrong (also mentioned in
'end of El support’)

* Using what they've learned
to prevent future episodes

H: Yea you just hope that...

G: Nothing will happen again.

H: Yea, that you won't need it again anyway.

G: I hope that it never does happen again, but you
can't say, it worries me a lot. Cus it's really not nice, it
ruins everything.

H: I think that there's lessons to be learned that
Gemma's got a vulnerability to substance, alcohol, so
she's learned that that's a trigger or has been, and if
we stay within the boundaries, then it would prevent...

G: Prevent it being...
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Abstract

This paper offers an extended discussion and reflective account of the
researcher's journey through this thesis, with an aim of exposing how the
researcher's personal narratives impacted the narratives within this thesis. A
personal and professional position of social constructionism is presented,
demonstrating how this philosophy contributed to the development of the
thesis. Aspects of the literature review and empirical research are discussed
in turn, elucidating decisions made during the design and implementation of
these projects. Further discussion points arising from these two papers are
also presented. Reflexive considerations, and the limitations and value of this
thesis are presented. Final reflections highlight the researcher's personal

learning during this process, and bring this journey to a close.
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Introduction

The previous two papers presented different but complementary stories. The
literature review presented the story of the research literature on help-
seeking following a first episode of psychosis (FEP), and the empirical
research paper presented the story of families who were completing
Behavioural Family Therapy (BFT) following FEP. This final paper presents
my story as a researcher creating a thesis on family narratives. This is my
journey, and as such is written in the first person when appropriate.

The Beginning of my Journey

Inspiration for this thesis came from a fact learned early on in my training;
that 45% of those diagnosed with schizophrenia recover (Barbato, 1998).
This differs starkly from original views of schizophrenia as a longstanding
degenerative disorder; | had previously read with interest Laing's (1960)
critical observations of schizophrenia. The move towards identifying and
treating psychosis rather than schizophrenia contributes to ideas of recovery
in this area; indeed, psychosis is how defined as a common human
experience (Cooke, 2014). | wanted to explore the journey of recovery, or
otherwise, in those who had experienced psychosis, as recovery seems a
relatively recent idea in psychosis and schizophrenia. The concept of shared
family narratives emerged following discussions with clinicians working with

clients experiencing FEP.

Epistemological Position

While professional interest inspired my research topic, personal experiences
influenced my epistemological position. | grew up being encouraged to
critically engage with my world, from questioning truths as represented in the
media, to exploring the diversity of human experience, through my father's
tales of travelling the world. In education | sought to expand on this approach

through studying and applying philosophy whenever possible. | first learned

152



of narrative approaches as a postgraduate, building upon this knowledge
during my present training.

These experiences contributed to my social constructionist worldview.
Social constructionism rejects notions of objective 'truths’, positing that
knowledge and truth is actively constructed through our social interactions
with the world and each other (Burr, 2003). Shotter (2000) describes a
conversational approach to social constructionism, which focuses on
people's responsive understanding of one another, embedding constructions
within their context. Narrative research incorporates such ideas, assuming
the world is actively constructed through narratives (Sarbin, 1986), and
taking a contextual approach to exploring individual experience (Clandinin &
Connelly, 2000).
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Reviewing the Literature

The Literature Search

Database searching.

An initial broad scoping search for literature on experiences and help-
seeking in FEP revealed a wealth of literature on the duration of untreated
psychosis (DUP) and delays to help-seeking, but less on experiences of
active help-seeking. The literature on the former two areas was too large to
review succinctly, and as there was less on the latter, this area seemed
worth exploring further.

During scrutiny, some papers' titles suggested they were relevant to
the search question; however on further scrutiny, these did not focus
sufficiently on experiences of active help-seeking. For other papers the
converse was the case, causing concern that some rich information may
have been missed during scrutiny of titles and abstracts. However, two
review papers on carer experiences were used (Cairns, Reid, & Murray,
2014; Dawson, Jordan, & Attard, 2013) to validate and cross check the
papers included and excluded for review. This was only possible for studies
regarding carers' experiences; however papers exploring individuals'
experiences were scrutinised thoroughly, due to an awareness that these

were underrepresented in the overall search results.

Hand searching.

Initial literature searches involved an evolving process of searching and
scrutinising the literature, and updating search terms in light of relevant hand
searched papers missed by database searches. The three papers eventually
obtained only through hand searching contained search terms within all four
‘clusters' of those used in the final literature search (see Appendix A.2).
Failure to uncover these through database searching was therefore not due
to omission of key search terms. The publication of these papers account for
their absence in the databases searched - one was an unpublished thesis,
one was published in a database of systematic reviews, and one was not yet

indexed by the databases searched.
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The Methodological Critique

Several ways of presenting a critique of the literature were tried. Initially,
each paper's findings and methodology were presented and critiqued
individually; however this disintegrated approach did not synthesise the
literature. An integrated methodological critique, followed by a synthesised
exploration of findings, converged better with the overall thesis of exploring
shared narratives in FEP. For readers seeking further information, a table
containing a methodological critique of each paper is included in the
appendix of the paper. In practice, the integrated approach revealed
dominant ideas about the (lack of) importance of reflexivity in published
papers as a possible reason for a broad lack of reflexivity within the collective
literature. This is an important finding, with implications for future researchers

and journal editors.

Choosing a quality assessment measure.

The Critical Appraisal Skills Programme (CASP, 2013) was initially used to
critically appraise the quality of the papers, however, Elliott, Fischer and
Rennie's (1999) guideline on qualitative research standards was used to
enhance this critique, and seemed a more comprehensive model within

which to present the integrated methodological critique.

The Synthesis

Some papers selected for synthesis contained findings relating to broader
aspects of FEP, which were beyond the scope of the review; therefore only
those findings which directly related to active help-seeking experiences were
synthesised. The papers presented different aspects of active help-seeking
experiences, for individuals, carers, or both. This diversity of different specific
time periods and different perspectives within the active help-seeking

process enabled a fuller narrative journey to be synthesised.
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Extended discussion of the synthesis findings.
Space restrictions prevented an extended discussion within the literature
review paper; further relevant discussion points are included below.

A striking finding was the missed opportunities for help. Formal help-
seeking at times occurred during the prodromal phase, with individuals and
carers aware that something was wrong, though not sure what. Cairns et al.
(2014) also described such a period where carers sought answers to make
sense of difficulties, within which professionals could be instructive.
However, the literature revealed that this help-seeking was at times
ineffective, with help only provided once florid psychotic symptoms were
present, often culminating in a crisis. Symptoms in the prodromal phase can
be difficult to identify (Chiliza, Oosthuizen, & Emsley, 2009), which may
explain why both help-seekers and help-providers did not act as efficiently as
desirable in retrospect, and why numerous help-seeking attempts may be
made prior to a crisis (Johnstone, Crow, Johnson, & MacMillan, 1986;
Lincoln, Harrigan, & McGorry, 1998). Health professionals who fail to
recognise FEP at this early stage may reinforce misattribution of symptoms,
thus deterring future help-seeking efforts (Dawson et al., 2013). This

highlights the importance of training for primary health care providers.

Individual differences and contextual considerations.

Findings from a Chinese study (Wong, 2007) implied a clear pathway of
help-seeking, which differed from the dominant narrative of help-seeking in
the literature. This difference may arise from different service designs,
availability and public information campaigns. Birchwood et al. (2013)
suggest that the impact of public health campaigns on psychosis in the UK is
mediated by health system delays, proposing that service pathways be
improved in order to reduce DUP.

The majority of carer participants in the studies were female, while the
majority of individual participants were male. This likely reflects that carers
are more likely to be female; however, experiences of male carers may be
underrepresented in the literature. Future research specifically focusing on
male carers' experiences, and those of female individuals, may provide an

area for comparison of existing findings.
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Limitations of the Literature Review

The varying definitions of FEP were accounted for by including a wide range
of terms which ultimately described a first episode of psychosis. However,
different uses of this and similar terms may reduce the homogeneity of the
participants across the collective literature.

The methodological critique within the paper, while providing an
overview of the quality of the overall literature, does not enable comparison
of the quality of each paper. The detailed critique table in the appendix
attempts to address this.

Finally, as the only researcher involved in selecting and synthesising
the literature, my personal and professional bias may have impacted on this
process. To counter this as much as possible, inclusion and exclusion criteria
were created and followed, and the process and results were cross-checked

with my supervisor.
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Researching Families' Stories

Designing the Research

My initial aim was to explore the process of recovery for those who had
experienced FEP. In order to design a clinically relevant and useful research
project, | approached psychologists from several Early Intervention (El)
teams to discuss and refine the research proposal. The psychologist who
agreed to support the research worked in a team using BFT; thus I learned of
this approach and designed the research to consider journeys of recovery in
BFT. As BFT involves family work, and the process of recovery in the context
of the family hadn't been explored, this became the research focus.

| soon learned of the Meriden Family Programme (Meriden, 2015),
which trains BFT therapists; | made contact with Meriden to advise that | was
undertaking research in BFT and subsequently their service user consultant

provided advice on increasing the accessibility of the recruitment material.

Choosing a Narrative Approach.

Narrative research is an interdisciplinary approach, which takes stories as an
object of investigation (Riessman, 1993). The area is broad, with multiple
theoretical and historical influences, and varying terminology (Squire,
Andrews, & Tamboukou, 2013). However, narrative analysis enables
consideration of context and exploration of a sequence of events; this
distinguishes it from other qualitative methods (Cortazzi, 1993), such as
phenomenological methods, which often explore phenomenon in the
absence of such context. Narrative research is also less prescribed than
many other qualitative approaches, as it facilitates the researcher's focus on
the structure or content of narratives, or both, depending on their research
aims (Riessman, 2008). The adaptability of narrative research to the specific
context of its subjects and the specific aims of the research also makes
narrative research unique within qualitative methods. A narrative research
approach best suited the aims of exploring FEP and BFT as a journey, and in

the context of the family, enabling consideration of the process of recovery.
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This was a social constructionist approach, due to the emphasis on context
and social interaction in the creation of meanings (Dallos & Draper, 2010).

Methodology

Recruitment.

Criterion sampling enabled recruitment of participants meeting specific
criteria, in order to obtain a homogeneous sample from which to collect rich
narratives on experiences of FEP and BFT.

Number of participants.

When establishing a sample size for qualitative research, there exists a
tension between obtaining a breadth or depth of data, which must be
resolved through consideration of the research aims (Patton, 2002). The aim
of the research was to collect and explore rich narratives of a small number
of families, rather than superficially representing a larger amount of data.
Therefore, depth over breadth of data was prioritised. | considered how many
family interviews | could reasonably conduct, transcribe and analyse, aiming
to recruit between five and eight families. Transcribing the family interviews
took longer than the average transcription time for individual interviews, due

to overlapping speech and identification of different narrators.

Inclusion and exclusion criteria.

Families unable to speak fluent English were excluded from recruitment, as

narrative analysis inherently requires a linguistic understanding of the text to
be analysed, and unfortunately | only understand English. No families were

in fact excluded due to such criteria; there was limited ethnic diversity in the

geographical area within which the main trust | recruited from covered.

Difficulties with recruitment.

Unfortunately | faced difficulties with recruiting participants. | originally chose
to recruit from two El teams from one trust, as they delivered BFT to a
relatively large number of families. | met with these staff teams, who were

enthusiastic and supportive of the research, and confident that 5-8 families
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could be recruited in sufficient time. However, despite gaining research
approval by May 2014, by the end of that year | had interviewed only one
family. Recruitment progress and issues were discussed during monthly
team meetings; however the teams had noticed a drop in the number of
families agreeing to take part in BFT, or continuing with this past the first few
sessions. At times, the teams were also extremely busy, which may have
made recruitment a lower priority for clinicians.

In January 2015, | took two steps to improve my chances of recruiting
participants. With the help of Meriden, | contacted several more El teams,
and two teams from two separate trusts agreed to help me to recruit. Also,
instead of only recruiting families who had completed BFT (with the
exception of follow up sessions), recruitment was opened up to families who
were still completing BFT, as long as they had begun the therapeutic
intervention stage. | quickly obtained the necessary research approvals,
optimistic that at least five families would be recruited in sufficient time.

Unfortunately, further challenges arose. Communication with one
newly added team was difficult due to the absence of my main contact, with
other staff unaware of the research; this resulted in me cold-calling clinicians
to no avail. The other newly added team helped me to recruit one family. A
second family declined to participate because of concerns about
confidentiality which | was unable to address directly, due to not having
consent to contact the family. The circumstances for a third family who were
to be approached changed, and the clinician decided it was no longer
appropriate to approach them. During this time, | recruited two further
families from the original teams. Another family declined participation, and a
further family agreed to an interview date, but cancelled scheduled interviews
three times.

This experience was extremely frustrating. | spent a portion of each
weekly study day trying to contact all of the clinicians who may be able to
help me recruit for progress updates, which resulted in a mixture of hope and
despair each week.

A number of factors may have contributed to the recruitment
difficulties. | relied on clinicians to choose which families they approached

and when, as they were best placed to judge whether families could tolerate
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sharing their experiences. However, this also made clinicians the
'gatekeepers' to participants, which Callard et al. (2014) argue may enable
'medical paternalism' (p. 2), preventing some potential participants from
taking part in research. Clinicians can experience time constraints, or may
worry about impacting service-user relationships during recruitment (Pringle
& Churchill, 1995). Engagement in El and BFT itself can be difficult for some
families (James, Cushway, & Fadden, 2006), thus clinicians may have
worried about disrupting tentative relationships through introducing the
research. Being unclear of the benefits of the research may also impact
clinicians' motivation during recruitment (Bucci et al., 2014). This may have
been the case in the two teams added latterly; the initial contacts made in
these teams were enthusiastic about the research, however the other
clinicians in their team may not have been as motivated to engage with the
research.

The lack of my physical presence within teams may have reduced
their motivation or awareness of the need to recruit. | attempted to address
this through regular telephone and email contact with clinicians, while trying
not to 'pester’ them. Attendance at team meetings was discussed with with
the two newly added teams; however team managers did not provide dates
for this. While meeting the teams in the first trust | recruited from proved
positive, no further physical meetings were arranged. As a result | was an
outsider to the teams, with lack of physical contact hindering opportunities to
establish working relationships with clinicians.

The commitment required from families participating in the research
may have caused some families to decline, or clinicians to deem this as too
inconvenient for them. Approval was obtained for interviews to be conducted
at either families' homes or their local El service, to provide a choice of
location. | was also flexible with interview times, however this flexibility was
not specified in the participant information; therefore families who worked
during the day may have felt unable to participate, or clinicians may have
refrained from approaching them for this reason. Further, some families may
not have wanted to share their experiences in front of other family members.
While | assumed that families who had completed BFT together may be

relatively at ease participating in the research together, therapeutic and
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research tasks differ, and the ambiguity of the research situation may have

deterred some families.

Ethical Issues.
Clinicians were asked to approach families for ethical reasons. Firstly,
access to participants' personal identifiable data was not necessary; | only
required a contact number if families were interested in the research.
Families were therefore initially able to consider participation without the
pressure of contact from me as an outside professional. The invitation letter
contained an 'opt-in’ slip, where participants provided a contact number and
consented to being contacted about the research. Secondly, clinicians were
asked to consider families' ability to cope with the interview prior to
approaching them. All families recruited were open to the El team, with
clinicians available for follow up should families need this.

| obtained informed consent to participate immediately prior to the
interview, to ensure participants had time to consider and discuss the
research, and ask questions. Having completed the required Good Clinical
Practice training, collecting consent myself ensured the quality of this
process. Families were informed that the interview could be stopped at any
time, and were made aware of their right to withdraw. They were reassured
that if they declined to participate or withdrew from the study, this would not
impact their care. While no participants were aged under 16, separate
information sheets and parental consent forms were available for those
under this age. Those under the age of 12 years were excluded, due to the
potentially sensitive nature of the interview. Finally, participants were told

how they could obtain a summary of the completed study.

Interviewing families.

Shared family narratives were collected through group interviews with
families, in order to focus on the community level (Rappaport, 1995)
narratives of the family, about their journey through FEP and BFT. This focus
on community level family narratives is important, as established theories
implicate the family as key in illness and recovery in psychosis and
schizophrenia (Brown, Birley, & Wing, 1972; Vaughn & Leff, 1976); therefore

such narratives can provide insight into family processes of recovery.
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Individual stories differ, as accounts are subjective (Kirkpatrick, 2008),
and influenced by what we believe others are prepared to hear (Frank,
2010); narratives co-created in a group setting therefore differ from individual
narratives, but are influenced by these. The joint interview process enabled
families to jointly tell the story of their journey as a family. In group
interviews, the responses given by one participant may prompt responses
from another, that would not have be elicited in an individual interview
(Seaton, 2008; Sparkes, 2014); this highlights a unique strength of group
interviews in eliciting rich and diverse narratives.

Interview questions guided families to describe their experiences as a
journey, as exploring families' journeys was a research aim. Examples of
these questions are: 'How did you first come to know you needed help?’,
'What was doing the BFT like for you as a family?', and 'How are things
now?' These questions were kept as broad as possible, to enable families to
talk about the aspects of their experiences which were significant for them,
within the different phases of their journey. Asking such temporal questions
encouraged families to reflect on areas they may not have talked about
otherwise. For example, families may not have considered the future if not
explicitly asked about this; however the future is an important part of families'
journeys in relation to recovery, and their answers to this also reflected their
present context.

Sometimes | asked questions about what family members thought of
what had been said by another member, if there had been little shared
engagement during a particular answer. This was due to an awareness that
the children of the family were generally speaking less during the interview.
This approach encouraged these individuals to add to the narrative, without
guiding what their response would be. Sometimes they agreed; at other
times they added to the narrative, and at others they introduced different
topics. All of these revealed the shared family narratives.

Following each interview, | made brief notes on the observable level of
engagement by family members, such as if and when they nodded when
others were speaking, or if they yawned or appeared disengaged. | also

noted initial impressions of the interview content, and my questions.
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Transcribing.

| transcribed each interview myself, to begin the process of immersion in
each family's story. My observations were added to the transcriptions, which
was helpful when exploring the extent to which narratives were shared.
Detailed transcribing conventions were not necessary, due to an emphasis
on the content of families' narratives, rather than how words were spoken.
However, overlapping speech was indicated, as often this revealed
agreement, or a 'chipping in' to the story. Transcription also revealed the
regularity with which common 'superfluous' phrases were used, such as 'you
know', or 'like'. The core story process made the content of the narratives

much clearer following removal of these words.

My narrative approach.

There is no single definition of narrative, nor a specific formula for conducting
narrative research (Brockmeir, 2013; Riessman, 1993) and no rules
regarding the best level at which stories should be studied (Squire et al.,
2013). However, rather than being a weakness, this may be a strength of
narrative research. This flexibility enabled me to design an analysis method
which suited the context of the research.

In order to develop my method of narrative analysis, which would
explore families' shared narratives of their journey, | read many books and
papers on narrative research, and attended conferences and workshops
whenever possible. The possibilities for analysis were both exciting and
overwhelming. The difficulty faced when designing a valid method of
narrative analysis is acknowledged by other researchers (Brockmeir, 2013;
Squire, 2013), alongside firm recognition that there will not and should not
ever be a definitive formula for this.

Following much research and reflection, and some trial and error, |
gradually selected the analysis approach which best suited the research
aims. Part of this process included practising using certain analysis methods
with sections of the transcripts, and exploring what this produced -
considering the extent to which the journey and shared family context was
revealed, and discussing this with my supervisor, who has experience in

narrative analysis. | established that the analysis should focus on the content
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of each family's narratives, rather than the structure, as a thematic focus is
helpful when looking at the commonalities between a number of interviews
(King & Horrocks, 2010). The entire interview response can be defined as a
narrative (Gee, 1991; Riessman, 1993), therefore families' overall interview
responses were accepted as a narrative of their journey through FEP and
BFT. Structural definitions of narrative, such as Labov's (1972) were not
appropriate, as these do not allow for events which extend over time and into
the present to be classified as narratives (Riessman, 1993).

As the research explored shared family narratives, Rappaport's (1995)
levels of narrative model was used to elucidate community level family
narratives. Analysis involved both a description of families' stories, as
restoried by me to highlight the temporal phases of their journey, and
exploration of the subplots and themes which emerged from these stories
(Creswell, 2012; Ollerenshaw & Creswell, 2002).

A novel approach.

Using a similar approach to collecting community narratives from groups of
eighth graders, Seaton (2008) describes narrative group interviews as being
like a focus group, with less focus. She explains that such an approach elicits
a different, collective narrative, rather than individual narratives. This
highlights how people's context structures how they choose to express
themselves, and the reality they then present (Shotter, 2000).

Such an approach is relatively new within narrative research (C.
Squire, personal communication, February 2, 2015), and may represent the
next step in increasing context further in narrative research; as narrative
analysis provides a context which may be lacking in other qualitative
methods, analysis of shared narratives may provide a further level of context
unobtainable from individual narratives. In paper 1, research findings of
individual interviews were synthesised to consider the possible shared
experiences within families seeking help following FEP; however exploring
shared narratives through group interviews in my empirical research enabled

shared experiences to be directly explored.
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The core story.

The first stage of analysis involved creating a core story from each full
interview transcript, over a number of steps. Emden's (1998) core story
approach involves removing extraneous terms and speech; as the
researcher, | was to make the judgement of what was extraneous. | therefore
chose to leave in utterances which indicated shared family narratives,
through the interaction of the narration.

| chose not to return the core stories to the families to check for
accuracy, as Emden does, as these represented families' stories shared
during the interview, which was a particular context, with me included as the
researcher. Perceptions of the past changes over time and context
(Riessman, 2008), therefore families' perception of their core story's
accuracy would be influenced by the different context in which they checked
the story - as text, read as individuals rather than as a family, and at a
different time. Any changes made would change the story ‘as told' during the
interview (Holloway & Freshwater, 2007).

As families were guided to explore the journey of their experience,
their narratives contained temporal phases, which were ordered
chronologically when creating their core story, to elucidate this journey. This
also enabled consideration of the extent to which the narratives could be
evidence of effective BFT; with comparison of families' narratives across
each temporal phase.

While ordering families' core stories into temporal phases, | tried to
stay true to each family's narrative, rather than imposing exactly the same
phases for all families. At times, it was more appropriate to represent a
narrative within a 'broad aspect' category rather than a temporal phase, in
order to retain the context of the narrative. For example, some families spoke
about diagnosis, which incorporated the past, present, and future; however
these narratives needed to remain whole to prevent them from becoming

fragmented and meaningless sections of text.

Identifying family narratives.
Three of the families interviewed expressed shared narratives during the

majority of the interview, based on my approach to identifying these.
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Individual narratives were occasionally expressed, which did not incorporate
the perspectives of others, and were not enhanced by the contribution of
others, however these were minimal, possibly due to my questions relating to
how things were experienced as a family.

Bohanek, Marin, Fivush and Duke (2006), following a study of parent-
adolescent narrative interaction, described three styles of family narrative
interaction. Those adopting a coordinated perspective constructed a shared
understanding, created through integration of different perspectives or
interwoven narratives (Fivush, 2008). An individual perspective style of family
interaction involved sharing of individual narratives without these being
integrated into a shared family story, and a final imposed perspective style
related to one parent dominating the interaction, while ignoring the
perspectives of others. During my interviews, while parents spoke more than
their children, the overall family narrative interaction style involved a
coordinated perspective, with the exception of one family.

In their study, Bohanek et al. (2006) found that parental
acknowledgement and incorporation of adolescents' perspectives enabled a
coordinated perspective to emerge. This suggests that even when
adolescents spoke less than their parents, this coordinated perspective was
possible. In contrast, the majority of one family's interview response
contained discordant individual narratives, with only occasional shared
narratives. This was quite striking during the interview itself, and made me
more conscious of how | worded questions to encourage responses which
represented the whole family. However, people will share the stories they
want to be heard (Frank, 1995), and this family's narrative was dominated by
an individual parental narrative of dissatisfaction with services, which left less
space for other, shared family narratives to emerge. However, the contrast
with other families' narratives, in conjunction with the contrast in progress

made, enabled consideration of narratives as evidence.
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Reflexivity

Reflexivity is an important aspect of social constructionist approaches to
research, involving consideration of the researcher's contribution to the
meanings constructed throughout the research (King & Horrocks, 2010).
Just as context is important in narrative research, consideration of the
context of the research itself enables reflexivity regarding my role in the
creation and interpretation of each family's narratives.

The narratives families shared were created within the context of their
family and relationships, but were also created in the context of the interview,
with me present as a researcher and listener. Narrative interviewing should
free participants to share their own stories, through an unstructured
approach (Riessman, 2008); however families were guided to describe their
experiences as a journey, through prompting if they hadn't touched on a
certain phase of the journey | was aiming to capture. This encouraged a
temporal narration of their experiences, which was enhanced during creation
of the core story. Western narratives are often temporally structured,
therefore this felt like a natural way to explore families' journeys. Temporal
guides were kept intentionally broad, with families choosing how much and
what they said about each aspect of their journey.

The focus on community level family narratives meant that during the
interview family members were encouraged to share how they all
experienced certain aspects of their journeys, with questions such as "what
was that like for you all?" rather than "what was that like for you?" Such
guestions encouraged answers representing the whole family's experiences;
something which parents may have felt more empowered and comfortable to
do. The shared version of families' journeys will differ from purely individual
narratives, and the stories revealed reflect only one of many potential
versions of each family's experiences of the FEP and BFT.

The stories | created, and my interpretations of these, represent my
story of the families' stories (Riessman, 2008). | could only hear, relate, and
analyse the families' stories as an observer and outsider; | analysed the
stories through the eyes of a psychologist. This professional position, along

with a personal optimistic stance may have encouraged my search for a
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recovery narrative within the narratives, and the contrasting narrative of one
family reminded me that intervention isn't always as effective as would be
hoped.

My position as an outsider and professional also likely influenced
families' responses. The researcher role aligned more closely with that of the
clinicians delivering BFT, than with a lay person or friend role. Therefore, the
narratives created in the interview context may reflect those present in the
context of the BFT sessions. One way to ascertain this would be to gain
feedback from families' clinicians regarding the narratives. However
clinicians as another 'listener' would have affected families' narrative
accounts; instead, responses remained anonymous.

My interpretations are informed by my subjectivity, comprised of
personal and professional experiences and perspectives. Interpretations
were informed by a search for a collective narrative account of families'
journeys. A different research focus, such as one specifically regarding
power, or one about the construction of narratives, would produce different

findings accordingly.

Rigour

There is no set method for assessing rigour in qualitative research, and
scholars argue that it is inappropriate to use tools which have been
developed to assess rigour in quantitative methods (Guba & Lincoln, 2005).
Indeed, as methods for narrative research are not set (Riessman, 2008),
defining specific criteria to assess validity is difficult. Narrative analysis'
adaptability to suit specific research aims and context suggests a dedication
to rigour, which cannot be defined or measured by a set criteria. Sparkes
(2014) advises that a consistent researcher position increases rigour; thus
attempts were made to incorporate social-constructionist assumptions
throughout this thesis, from the choice of topic and review of the literature, to
the methodology, analysis, discussion, and reflections.

Rather than testing validity, considering trustworthiness can provide a
measure of rigour in qualitative research. This, at its simplest means that a

methodical approach has been taken, guided by ethical and theoretical
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considerations, and the stories of real people (Riessman, 2008). | have
attempted to demonstrate my efforts to conduct a trustworthy piece of
research in several ways:

e Through providing a detailed explanation of the design of the analysis
approach, and how analysis was conducted.

e Through using quotations to support findings, and providing details of
all subplots for each family, with further quotations, within an
appendix.

e Through linking findings to each family.

e Through detailing ethical considerations and explaining where these
guided decisions, particularly during recruitment.

e Through reflecting on the impact of my role on the research, and on

the research findings.

Further, some quality checks were applied during the research, through
discussing the method and findings with my supervisor who is experienced in
narrative analysis, through checking findings against my initial impressions
following interviews, to ensure that findings were true to families’ stories as
told, and through gaining feedback on findings from a professional working
within an EI service. The pragmatic value of research is also important
(Riessman, 2008) - | discuss clinical and research implications of the findings
in the research paper, and hope that | have done justice to the stories

families shared with me.

Limitations of the Empirical Research

| eventually interviewed four families; one family below my target. While
disappointing, | appreciated the rich narratives these families provided, and
found that there was plenty of rich data to analyse, possibly due to the group
interview approach (in total, there were ten participants). Narrative research
Is suited to capturing detailed stories about a small number of individuals
(Creswell, 2012), therefore the small sample size is unlikely to have affected

the utility of the method employed.
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The small sample size prevents any firm conclusions on the extent to
which narratives can provide evidence of effective BFT. However, the
journeys of these four families alone demonstrate the diversity of
experiences of FEP, diagnosis, and BFT. This emphasises the need for BFT
to be adapted to suit each families' needs.

It is disappointing that | was not able to interview more families, as this
is a rich and important area to explore, particularly due to difficulties in
recruitment. On reflection, | may have benefitted from recruiting from more
teams from the beginning - this would have allowed more time to develop
better relationships with more teams, and provided a longer recruitment
period in some.

I initially wondered about the impact of diagnosis on the homogeneity
of the sample, which is often desirable in qualitative methods. However, | did
not exclude those with a diagnosis, and found that those families with this
experience enriched the overall data, and inspired consideration of areas |
hadn't anticipated, such as the impact of having a diagnosis.

Often during narrative research, researchers spend lengthy periods of
time with their participants, returning to them several times, and establishing
a detailed understanding of their lives (Clandinin & Connelly, 2000). This was
not possible within the time constraints of my training, and the single
interview with each family only captured a limited amount of data, compared

to that captured during some narrative research.
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Reflections on Ending my Journey

Aspects of my journey through researching and writing a thesis were
extremely challenging. In order to ensure my research would be of
value, | took time to consider the options when designing the
empirical research and literature review. The encouragement of my
clinical thesis supervisor was helpful during this time, who assured
me that the research would be valuable for the El teams and their
clients. The recruitment difficulties proved very challenging and
frustrating; however the interviews were an enjoyable and fascinating
experience. | was humbled by families being so welcoming and open,
and hadn't expected the level of their interest in my research and
training, and their enthusiasm for their stories helping other families
just beginning on their journey of FEP.

Writing this thesis was a deeply interesting experience. |
enjoyed reading about the endless possibilities and applications of
narrative research, and met some very creative and inspiring
researchers. The process of transcription and analysis was a
satisfying and immersive experience.

During completion of the research, | undertook a systemic
family therapy placement, and have reflected on the differences
between systemic and behavioural approaches to family therapy. As
a social-constructionist, | feel more affinity with second generation
systemic practice over more structured programmes, such as BFT.
However, researching the area and speaking to both clinicians and
families who had experienced BFT widened my perspectives
regarding structured family therapy, and it is clear that this is

beneficial for many.
Conclusions
This reflective paper has offered an extended exploration and

reflexive critique of the literature review and empirical research. |

have explored how my own epistemological position contributed to



the overall thesis, considered the decisions | made based on this,
explored some aspects of the findings in greater depth, and reflected
upon the limitations and value of this thesis, for services, service
users, and their families. A final reflection on the overall challenges

and what | have learned brings this part of my journey to a close.

173



References

Barbato, A. (1998). Schizophrenia and public health. Geneva: World
Health Organisation.

Birchwood, M., Connor, C., Lester, H., Patterson, P., Freemantle, N.,
Marshall, M., ... Singh, S. P. (2013). Reducing duration of
untreated psychosis: care pathways to early intervention in
psychosis services. The British Journal of Psychiatry, 203(1),
58-64. doi:10.1192/bjp.bp.112.125500

Bohanek, J. G., Marin, K. A., Fivush, R., & Duke, M. P. (2006).
Family narrative interaction and children’s sense of self.
Family Process, 45(1), 39-54. doi:10.1111/}.1545-
5300.2006.00079.x

Brockmeir, J. (2013). Afterword. The monkey wrenches of narrative.
In M. Andrews, C. Squire, & M. Tamboukou (Eds.), Doing
narrative research (2nd ed., pp. 261-270). London: SAGE.

Brown, G. W., Birley, J. L., & Wing, J. K. (1972). Influence of family
life on the course of schizophrenic disorders: a replication.
The British Journal of Psychiatry, 121(562), 241-258.
doi:10.1192/bjp.121.3.241

Bucci, S., Butcher, I., Hartley, S., Neil, S. T., Mulligan, J., & Haddock,
G. (2014). Barriers and facilitators to recruitment in mental
health services: Care coordinators’ expectations and
experience of referring to a psychosis research trial.
Psychology and Psychotherapy, Advance online publication.
doi:10.1111/papt.12042

Burr, V. (2003). Social constructionism (2nd ed.). New York:
Routledge.

Cairns, V. A, Reid, G. S., & Murray, C. (2014). Family members’

experience of seeking help for first-episode psychosis on

174



behalf of a loved one: a meta-synthesis of qualitative
research. Early Intervention in Psychiatry, Advance online
publication. doi:10.1111/eip.12157

Callard, F., Broadbent, M., Denis, M., Hotopf, M., Soncul, M., Wykes,
T., ... Stewart, R. (2014). Developing a new model for patient
recruitment in mental health services: A cohort study using
electronic health records. BMJ Open, 4(12), 1-10.
doi:10.1136/bmjopen-2014-005654

Critical Appraisal Skills Programme. (2013). 10 questions to help you
make sense of qualitative research. Oxford: Public Health
Resource Unit. Retrieved from
http://media.wix.com/ugd/dded87_951541699e9edc71ce66c
9bac4734c69.pdf

Chiliza, B., Oosthuizen, P., & Emsley, R. (2009). First-episode
psychosis: An update. South African Journal of Psychiatry,
14(1), 14-19. Retrieved from
http://www.sajp.org.za/index.php/sajp

Clandinin, D. J., & Connelly, F. M. (2000). Narrative inquiry:
Experience and story in qualitative research. San Francisco:

Jossey Bass.

Cooke, A. (2014). Understanding psychosis and schizophrenia. Why
people sometimes hear voices, believe things that others find
strange, or appear out of touch with reality, and what can

help. Leicester: British Psychological Society.
Cortazzi, M. (1993). Narrative analysis. London: The Falmer Press.

Creswell, J. W. (2012). Qualitative inquiry and research design:
Choosing among five approaches (3rd ed.). Los Angeles:
SAGE.

175



Dallos, R., & Draper, R. (2010). An introduction to family therapy:
systemic theory and practice (3rd ed.). Maidenhead: Open
University Press.

Dawson, S., Jordan, Z., & Attard, M. (2013). Carers’ experiences of
seeking help for relatives with first-episode psychosis: A
systematic review of qualitative evidence. JBI Database of
Systematic Reviews and Implementation Reports, 11(11),
183-361. doi:10.11124/jbisrir-2013-1133

Elliott, R., Fischer, C. T., & Rennie, D. L. (1999). Evolving guidelines
for publication of qualitative research studies in psychology
and related fields. British Journal of Clinical Psychology,
38(3), 215-229. doi:10.1348/014466599162782

Emden, C. (1998). Conducting a narrative analysis. Collegian, 5(3),
34-39. d0i:10.1016/S1322-7696(08)60299-1

Fivush, R. (2008). Remembering and reminiscing: How individual
lives are constructed in family narratives. Memory Studies,
1(1), 49-58. d0i:10.1177/1750698007083888

Frank, AW. (2010). Letting stories breathe: A socio-narratology.

Chicago: University of Chicago Press.

Frank, A. W. (1995). The wounded storyteller: Body, illness, and
ethics. USA: University of Chicago Press.

Gee, J. P. (1991). A linguistic approach to narrative. Journal of
Narrative and Life History, 1(1), 15-39. Retrieved from
http://www.clarku.edu/~mbamberg/Pages_Journals/journal-

narrative.html

Guba, E. G., & Lincoln. (2005). Paradigmatic controversies,
contradictions, and emerging confluences. In N. K. Denzin &
Y. S. Lincoln (Eds.), The SAGE handbook of qualitative
research (3rd ed., pp. 191-216). Thousand Oaks: SAGE.

176



Holloway, I., & Freshwater, D. (2007). Narrative research in nursing.
Oxford: Blackwell.

James, C., Cushway, D., & Fadden, G. (2006). What works in
engagement of families in behavioural family therapy? A
positive model from the therapist perspective. Journal of
Mental Health, 15(3), 355—-368.
doi:10.1080/09638230600700805

Johnstone, E. C., Crow, T. J., Johnson, A. L., & MacMillan, J. F.
(1986). The Northwick Park study of first episodes of
schizophrenia. I. Presentation of the illness and problems
relating to admission. The British Journal of Psychiatry,
148(2), 115-120. doi:10.1192/bjp.148.2.115

King, N., & Horrocks, C. (2010). Interviews in qualitative research.
Los Angeles: SAGE.

Kirkpatrick, H. (2008). A narrative framework for understanding
experiences of people with severe mental illnesses. Archives
of Psychiatric Nursing, 22(2), 61-68.
doi:10.1016/j.apnu.2007.12.002

Labov, W. (1972). Language in the inner city: Studies in the black
English vernacular. Philadelphia: University of Pennsylvania

Press.

Laing, R. (1960). The divided self: An existential study in sanity and

madness. London: Penguin Classics.

Lincoln, C., Harrigan, S., & McGorry, P. D. (1998). Understanding the
topography of the early psychosis pathways. An opportunity
to reduce delays in treatment. The British Journal of
Psychiatry., 172(Suppl. 33), 21-25. Retrieved from
http://bjp.rcpsych.org/

177



Meriden. (2015). The Meriden family programme. Retrieved January
10, 2015, from http://www.meridenfamilyprogramme.com/

Ollerenshaw, J. A., & Creswell, J. W. (2002). Narrative research: A
comparison of two restorying data analysis approaches.
Qualitative Inquiry, 8(3), 329-347.
doi:10.1177/10778004008003008

Patton, M. Q. (2002). Qualitative research & evaluation methods (3rd
ed.). Thousand Oaks, CA: SAGE.

Pringle, M., & Churchill, R. (1995). Randomised controlled trials in
general practice. BMJ, 311(7017), 1382-1383.
doi:10.1136/bmj.311.7017.1382

Rappaport, J. (1995). Empowerment meets narrative: Listening to
stories and creating settings. American Journal of
Community Psychology, 23(5), 795-807.
doi:10.1007/BF02506992

Riessman. (1993). Narrative analysis. Newbury Park, CA: SAGE.

Riessman. (2008). Narrative methods for the human sciences. Los
Angeles: SAGE.

Sarbin, T. R. (1986). The narrative as a root metaphor for
psychology. In T. R. Sarbin (Ed.), Narrative psychology: The
storied nature of human conduct (pp. 3—21). New York:

Praeger.

Seaton, E. E. (2008). Common knowledge: Reflections on narratives
in community. Qualitative Research, 8(3), 293-305.
doi:10.1177/1468794106094078

Shotter, J. (2000). Conversational realities: Constructing life through

language. London: SAGE.

178



Sparkes, A. (2014, June). Risky representations and the embodied
self in audit cultures and psychotic universities: The
autoethnographic dilemma. In Exploring narrative
approaches to research and representation in the late
postmodern era. Symposium conducted at the meeting BSA
regional postgraduate event, The Open University, Milton
Keynes.

Squire, C. (2013). From experience-centred to socioculturally-
oriented approaches to narrative. In M. Andrews, C. Squire,
& M. Tamboukou (Eds.), Doing narrative research (2nd ed.,
pp. 47-71). London: SAGE.

Squire, C., Andrews, M., & Tamboukou, M. (2013). Introduction.
What is narrative research? In M. Andrews, Squire, & M.
Tamboukou (Eds.), Doing narrative research (2nd ed., pp. 2—
26). London: SAGE.

Vaughn, C. E., & Leff, J. P. (1976). The influence of family and social
factors on the course of psychiatric illness. A comparison of
schizophrenic and depressed neurotic patients. The British
Journal of Psychiatry, 129(2), 125-137.
doi:10.1192/bjp.129.2.125

Wong, D. F. K. (2007). Uncovering sociocultural factors influencing
the pathway to care of Chinese caregivers with relatives
suffering from early psychosis in Hong Kong. Culture,
Medicine and Psychiatry, 31(1), 51-71. doi:10.1007/s11013-
006-9038-7

179



Appendices C: Main Appendices



Appendix C.1: Independent Peer Review Approval

gl [(pele

':': ';.‘5 UHiVEfSity RESEARCH AND ENTERPRISE SERVICES

11 December 2013

Rachael Edge

Professional Doclorare.

Faculty of Heal:h Scierges - Science Cenire,
StaTordshire Unversity,

Leek Road,

Stoke-on-Trant, 574 2D~

Cear Rrchael

Journeys into Recovery: Family Narratives of First Episode Psychosis and Behavioural
Family Therapy

Tne ebove project nas received final appreval fram the [ndependent Peer Review Commitlee and
is pemmitted to progress ‘or ethical review. Please find atlachad tha saer review pammsnis and
accompanying letier for the above project. LREC requests -hat all peer review proformals are sent
along with your LREC applicalion form.

Although this project nas 221 deemed eppropriale basec on scientific merit, you may wish to
incorporate the reviewer's constructive comments to slrengthen yeur prataccl.

Management approval

You should armnge fer al alevant NHS care organisations to be notified that the research will be
taking place, and srovide a copy of the REC applicalion, the protocol and this letter.

All reseachers ard research ccllzboratos who w l be parlicipaling in (he research must oblsin
managaman: approvai fram the ralevant care arganisatior before commencing &ry resesrch
orocadures. Whare a substantive canirac: is rot held with the care organisation, it may be
nanessary far gn hanarery annlrac! ' oa Issued before approval for the research can be giver.

Clinical trial of a medicinal product

Please remambarthat, if your project is a clinical frial of a madisinal produat, MHRA approval I3
requirec. You musl submil a request for a clirical trial authorisation uncer the Medicines for
Human Use [Clinical Trials} Regulations 2004. Furthar details can be found at
atto:fwww.mhra.gov.uk/home/groups/-anitl/documenisiwabsiteres ources’con2022633, pdt

Il yeu have any guerss, pleasa do rot hesitate to contact Nicola Leightan on 01782 733306.

Yours sincergly

N legdov

Prafassor A A Fryer
Chair — Indspendent MPeer Revievws Committee

CC R&D Offics. Worces:ershire Health & Cuare NHS Trust

Frae ] ard
Lol Univarsity
2ow Revionma's Polanes
131727110



Keele

-~y ' '
; _(«é UnlveISIty RESEARCH AND ENTERPRISE SERVICES

Chair
NHS Ressarch Ethics Commines

Deear SirMadam

Pl Rachael Edge
Titts  Journeys Into Recovery: Family Narratives of First Episode Psychosis and
Behavioural Family Therapy

Please find attached iha paer review o° the above piujuct.

The Independent Peer Review Commitiee has graded Lhis vroject at leval 1 and therefons can precsed
for ethical review withoul any ravision.

We have informed the spplicant that althcugh this preject hos been deemed appropriate based on
stiantitic merit, they wish Lo incorporste the reviewsr's eonstructive commen's (o strangthen their
protocol.

We have alsa stressed to the applicant Lhat the Ingapenden: Paer Raview Cemmitles is NOT linked ‘o
or @ Sub-Commitice of the Lonal Research Fthics Commtice and that you may identify eth cal ssues of
your pawn,

Youss sinzerehy

™\ | N .

N g
J

Profassor A A Fryer
Chair - independent Peer Review Gommittee

Enc

Paey 2t d
Kol Uydvendiy
Py Raivwer's [rofurma
N3-125000

182



PEER REVIEWER'S PROFORMA

Research Project Details

i Projcel tide Journeys inte Recovery! Family Narratives of First
§ Episode Msychosis and Behavioural Family Therapy
{ Namc of principg'_l_.ig__ycstigatq; | Rachacl Hdgs

. Institution of principal investigator | DCLePsy Stacen!

: Keele'Sialls University

The important or relevance of the problem to be addressed in relation to either or

bath of:

a) Tha particular ficlc of rescarch as u who'e
¢ There is obviously an ideatified noed for rescarch of this nelure in this arez ol heallth care

hy ‘I'he valug of shis rescarch for health o social care
Althouzh targeted art first casc psychosis and the thergpeutic munuypement o this, this could be
applicanle to uny prrson wilh 2 long term condition where tha psycholegical aspeer of earce is sl
negleewed and insdequate | his rescarch may provide an epproach which could be utilised for this
larac aroup of patictls, A vory worchy arca of researceh

The quality and relevance of the backgroLind information provided

Very clear and explained the need aed justification of the study we'l

T'he study methadolapy znd methods were clearly woiten anc casy to understand. | key were
Jjustificd and [it for purposc to answar the ressurch questivn posed. Clear and appropriste inclusion
arid exclusion erleria

The quality of analysis provided {slatistical or qualitative. as appropriate)

Again clear and apprepriate nicthods of analysis cutlined

Faz25ntd

183



The capacity and expertise of the research team in the context of the proposed

study

The capacizy and expertise of the rescerch letn supporting tis student is unguestivnable and will
emsure eavellent standards and sucesss

No prahlems ident:lied

General feedback (indicate majar argas where changes will bz required. indicate whether
any weaknesses indicated in any of the above categories arc major or minor areas of
concern}

This is a very imporsant area fo resaarch which could have implications for the wider health eae
syslum urd not just weectal health, People with fong term condilives who oftea sutfer psychological |
prohlems could aceess such therupies il proven to be stcecssiul. i

It is 2 very well prescnted and grticula-ail propesit and Twould be interested to know the onfeomes |
of the stedy and hew it wiil be implemented inta elinteal praczice ]

Assessment of Merit

Grade | Deseription % Pls tick ¥
i Proceed will 2 i, Projset auay be sabuicred for appreprise X

NS vt approvel aed ton be 2i8er oz Local or the Malt Cesnitre
| Rewarch Liln e ==l

2 Minor Smendweats or Further ieformation remured. Revise pre)ect aceosdivg
roviewesis) recommendstions. Diocument r he chiee ket by [temal Commitice
Member prior to Chaoman’s approwill w arugesil.

3 Cewplete major revision requized, Prineipal lrvzstizator to diszuss ovteerae will
Centre/Progrurorie Jiree tor amel apree slan o conplete substonrive revistor n
the project (with suppart ns rerdh. Resubmission vell need o te reviewed and
azproved by [otesual Committes Mrember, pror o Chainnat’s approval @

A I\ -
‘4 Rejoet on 1he Zagis that the 2eoiect has major xeentihe Jaws

Paged ol
Kexe Hareasiry
Faur Ravises s ¥acloano
HUN kN N

2,

184



Appendix C2: Research Ethics Committee Proportionate Review
Approval

Part of the nescarch iofrastructuce For Wales Tuoded by the Natiaia] histitube fer Snciat Care and Healeh Rescarch, Welsh Govemment.
¥n rhan © seilwaith yrochwil Cymru 2 arinnir gioy Sefyllisd Cencdlasethal ar gyfer Ymehwil Gofel Cymadeithasol se lechyd. Llywodraeth Cymo

WALES REC 7

PO Box 108

1 Building 1

Jobswall Road

St David's Park

~ Cammarthen SA31 3WY
{tor sat navicourier purpesas $A31 3HB)

Gwaﬁnaﬂh ’E‘:ﬁFﬂfﬂh Telephone : 01267 226045
Ole_l"‘eq "Es E-mail : sue.byng @ wales nhs.uk
Ymchwi Service Wabsite : www.hra.nhs,uk

Miss Rachael Edge

Clinical Psychology Professional Doctorate, Faculty of Health Sciences,

Science Centre

Staffardshire University,

Leak Road

Stoke on Trent

5T4 2DF 22 Apnil 2014

Dear Miss Edge

Study title: Journeys into Recovery: FamHy Narratives of First
Episode Psychosis and Behavioural Family Therapy

REC reference: 14N AS0127

Protocol number: N/A,

IRAS project 1D: 147519

Thank you for your email of 15 April 2014, responding to the Proportionate Review
Sub-Committee's request for clarifications and changes to the documentation for the above
study.

Thae revised documentation has been reviewed and approved by the sub-commitiee.

We plan to publish your research summary wording for the above study on the NRES website,
tegether with your contact details, unless you expressly withhold pemmission to do so.
Publication will be no earfier than three months frem the date of this favourable opinion letier.
Should you wish to provide a substitute contact point, require further infarmation, or wish to
withhold permission to publish, please contact the Co-ordinator Ms Sue Byng,
sue.byng@wales.nhs uk,

Confirmation of ethical apinion

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

Ethical review of research sites

The favourable opinion applies to all NHS sites taking part in the study, subject to management

permission being obtained from the NHS/HSC R&D office prier to the start of the study {see
“Conditions of the favourable cpinion™ below).

Cynhelir Cydweitrediad Gw yddor Jechyd Academaldd y Scivdliad Cenediacthol ar

G gyfer Ymohwil Cinfal Cymdeithasal we lechyd pan Feodd Addysgu lechyd Powys Ariermir gan

0 \lg Rabdhyron Foveyrs R . R ) L ! !
NHS | Powys Teachng The: National Enstiture for Social Caee and Health Research Acadomic Health Science Famdod by
Wit | Health Board Collaboration is hosted by Powys Teaching Health Board Welch Gavermment




Conditlons of the favourable opinicn

The favourable opinion is subject 1o the following conditions being met prior to the start of the
shudhy.

M

start of the study at the site concemead

Management permission (“R&D approval'} should be sought from af NHS organisations
involved in the study in accordance with NIHS research govemance arrangements.

Guidance on applying for NHS parmission for research is available in the Integrated Resaarch
Application System or al hito- Swww.rdforum nhs ok,

Where a NHS organisation’s rofe in the study is limited fo identifying and raferring potential
participants to research sitas {“parficipant identificalion centra ", guidance should be sought
fram the R&D office on the information i requires fo give permissfon for this activity.

For non-NHS sites, site management permission should be obfained in accordance with the
pmocedures of the reievant host organisation.

Sponsors are not requined to notify the Committee of approvals from host orgarisations.
pstrat imjcal Tr

Al clinical trials (defined as the first four categories on the IRAS filter page) must be registered
on a publically accessible database within 6 weeks of recruitment of tha first participant {for
madical davice studies, within the timeline determined by the current registration and publication
trees). .

There is no requirement to separately notify the REC but you should co so at the earliest
cpportunity &.g when submitting an amendment. We will audit the registrafion details a5 part of
the annual progress reporing process.

To ensure transparency in rasearch, we strongly recommend that all research is registered but
for non clinical trials this is not cumrently mandatory,

If a sponsor wishes to contest the need for registration they should contact Catherine Blewatt

{catherineblewstt@@nhs nat), the HRA doas nol, however, expect excephions to be made.
Guidance on whaere 1o register is provided within IRAS,

You should notify the REC in writing once all cenditions have been met {except for site
approvals from host organisations) and provide copies of any revised documentation
with updated version numbers. The REC will acknowledge receipt and provide a final
list of the approved documentation for the study, which can be made available to host
arganisations to facilitate their permission for the study. Failurae to provide the final
vergions to the REC may cause delay in obtaining permissions.

It s the responsibillty of the sponsor to ensure that all the conditions are complied with
bafore the start of the study or Its initiation at a particular site {as applicable}.

186



Approved documents

Tha documents reviewsd and approved by the Commities are:

Crocument Varsion Date

Cowvering Letter 15 Aprit 2014
[Evidence of insurance or indemnity 23 July 2013
Interview SchedulesTopic Guices 1 13 February 2014 |
Investigalor CV 26 March 20714
Lattar of Invilaticn lo participand 1 13 February 2014
Demographic Information Sheat 1 13 February 2014
Pre-screen og 1 12 February 2014 |
Azsessment of Capacily o Consent Guide 1 13 February 2014
Email providing clarificalion regarding personal safety of the 15 April 2014
researchen

Farlicipant Consent Form 3 14 April 2014
Farental Gonsent Form 1 14 April 2014
Padicipant Infoemalion Sheet: for young peopls under 16 1 14 Aprid 2014
Participant Information Sheat 3 4 April 2014
Protocnl 2 14 April 2014

REC application 1 28 March 2014
Fiefaraes or olher scientific criique report 11 Drecamber 2013
SummanySyrepsis 1 13 February 2014

Statement of compliance

Tha Committes is conslituted in accordance with the Governanca Arrangements for Ressarch
Ethics Committees and complias fully with the Standard Cperating Procedures for Resaarch

Ethics Committeas i the LIk,

After ethlcal review

R ; .

The atached document "After ethical review — guidance for researchers™ gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Motifying subslantial amendments

Adding new sites and investigators
Maotificabon of serious breaches of the protocol
Progiess and safety repors

Hotifying the end of the study

The NRES website also provides guidance on these topics, which s updated in the light of

changes in reporling requirements or procedures.
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Feedback

You are invited ta give your view of the service that you have received from the National
Research Ethics Service and the application procedure. If you wish to make your views known
please use the feedback form available on the websiie.

Further information is avabable at Nationa) Research Ethics Service website » After Review

14PWAIDH2T Please guote this number on all correspondance

We are pleased to welcome researchers and R & D staff at our NRES committes members'
training days — see details at hittpf'www hra nhs uk/hra-training/

With the Committee's best wishes for the success of this praject.

Yours sincerehy

e,

Dr Gareth Davies

Chaiir

Endosures: “After effiical review — guidance for researchers”
Copy to: Nicola Leighiton, Kesle University

S o T T L NHS Trust
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Appendix C.3: NHS Trust Research & Development Approval 1

T INHS|

M HE Triest

Rachael Edge

Faculty of Health Sciences - Science Centre
Staffordshire University

Leek Road

Stoke-on-Trent

5T4 2DF

Our Ref: 14_124_NP

12 May 2014

Dear Rachael,

Thank you for your research application entited Journeys into Recovery: Family Narratives of
First Episode Psychosis and Behavioural Family.

| take great pleasure in informing you that your application has been granted approval by the
Research and Development Group, on behalf of NHS Truston 9
May 2014.

Please accept this letter as official confimmation of kocal Trust Approval.

| should like to take thiz opportunity to wish you well with your research, and look forward to seeing
your final report and recommendations.

If | can be of further assistance please do not hesitate to contact me.
Yours gincerely,
-t .
I
Yours sincerehy

I
Audit, Research & Clinical Effectiveness Manager



Appendix C.4: NHS Trust Research & Development Approval 2

-_m

14 January 2015

Miss Rachael Edge

Clinical Psychology Professional Doctorate
Faculty of Health Sciences

Science Centre

Staffordshire University

Leek Road

Stoke-on-Trent

ST42DF

Dear Rachael

Journeys into Recovery: Family Narratives of first Episode Psvchosis and Behavioural
Family Therapy

Thank you for providing us with the documentation to suppert your application for B&D
approval. We have received notification of a favourable ethical opinion and following a review
of all the documentation this study has been approved by the Trust. You may therefore

commence the work.

Please note that the Trust’s approval of this research 1s given on the understanding that you are
aware of and will fulfil your responsibilities under the Department of Health’s Research
Governance Framework for Health and Social Care, including complying with any
moemitormg/auditing of research undertaken by the Research & Inmovation Department.

In particular, whilst conducting your study you should respect the confidentiality of data
obtained from participants.

Please do not hesitate in contacting the Research & Innevation Department should you reguire
amy advice or support on any aspect of your project. When contacting us it would be helpful to
quote our reference number for this project: NR1322.

Yours sincerely

. B
e T s

- 1

PALS Patient Advice and Liaison Service Customer Care  Mon — Fri, Bam — 8pm

Impraving mental health wellbeing




Appendix C.5: NHS Trust Research & Development Approval 3

o -

Date of NHS Permission: 05022015

Mizs Rachael Edge

Clinical Psychology Professional Directorate
Faculty of Health Sciences

Science Cenfre

Staffordshire University

Leek Road

Stoke on Trent

ST4 2DF

Dear Rachael,

Study Title: Family Narratives: First Episode Psychosis & Behavioural Family Therapy
REC Mumber: 14/VAD127

Student Researcher: Rachael Edge
Academic Supervisor: Dr Helena Priest
Service: Early Intervention is Psychosig (

Thank wou for submitiing yvour project to the Trust's R&D
Depariment. The project has now been given NHS permission by:

I & D Director, on behalf of MNHS Trust

MHS permission for the above research has been granted on the bagis described in the application
form, study protocol and supporting documentation. The following documents were reviewed:

Document Yersion Date
Covering Letter 15 April 2014

| Evidence of Insurance or Indeminity 23 Juby 2013
Interview Schedules! Topic Guides i 13 February 2014
Investigator CW 28 March 2014

| Letter of Invitation to Participant 1 13 February 2014
Demographic Information Sheet 1 13 February 2014
Pre-screen log 1 12 February 2014
Assessment of Capacity to Consent Guide 1 13 February 2014
Email providing clarification regarding personal safety of the 15 April 2014
researcher

LR il e

- e i
‘Smnmall E‘m‘h %,J_Fj e MINDFLIL
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Participant Consent Fom 3 14 April 2014
Parental Consent Form 1 14 April 2014
Participant Information Sheet: for young people under 16 1 14 April 2014
Participant Information Sheet 3 14 April 2014
Protocol 2 14 April 2014

REC Application 1 28 March 2014
Referees or scientific Critique report 11 December 2013
Summary’ Synopsis 1 13 February 2014

Permission s granted on the understanding that the study is conducted in accordance with the
Research Govemance Framework, ICH GCP [ONLY if applicable], and NHS Trust policiez and

procedures available 1
information/policies-and-procedures/

The rezearch sponsor or the Chief Investigator, or the local Principal Investigator at a research site,
may take appropriate urgent safety measures in order to protect research participants against any
immediate hazard to their health or safety. The R&D office should be notified that such measures have
been taken. The nofification should also include the reasons why the measures were taken and the
plan for further action. The R&D Office should be notified within the same time frame of nofifying the
REC and any other regulatory bodies. All amendments (including changes to the local research team)
need to be submitted in accordance with guidance in IRAS.

Please note that the NHS organisation is required to monitor research to ensure compliance with the

Research Govemance Framework and other legal and regulatory requirements. This is achieved by
random audit of research.

Yours Sincerely
I

CC:

Academic Supervisor
Sponsor
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Appendix C.6: Author Submission Guidelines for Early Intervention in
Psychiatry Journal

Author Guidelines

Manuscripts should be written so that they are intelligible to the professional
reader who is not a specialist in the particular field. They should be written in
a clear, concise, direct style.

SUBMISSION OF MANUSCRIPTS

» Submissions should be double-spaced.

* All margins should be at least 30 mm.

* All pages should be numbered consecutively in the top right-hand corner,
beginning with the title page.

* Do not use Enter at the end of lines within a paragraph.

* Turn the hyphenation option off; include only those hyphens that are
essential to the meaning.

* Specify any special characters used to represent non-keyboard characters.
* Take care not to use | (ell) for 1 (one), O (capital o) for O (zero) or I3
(German esszett) for Greek beta.

» Use a tab, not spaces, to separate data points in tables. If you use a table
editor function, ensure that each data point is contained within a unique cell
(i.e. do not use carriage returns within cells).

STYLE OF THE MANUSCRIPT

Manuscripts should follow the style of the Vancouver agreement detailed in
the International Committee of Medical Journal Editors’ revised ‘Uniform
Requirements for Manuscripts Submitted to Biomedical Journals: Writing and
Editing for Biomedical Publication’, as presented at http://www.ICMJE.org/.

Spelling. The Journal uses UK spelling and authors should therefore
follow the latest edition of the Concise Oxford Dictionary.

Abbreviations. Abbreviations should be used sparingly — only where they
ease the reader’s task by reducing repetition of long, technical terms. Initially
use the word in full, followed by the abbreviation in parentheses. Thereafter
use the abbreviation only.

TYPES OF ARTICLES

Reviews which synthesize important information on a topic of general
interest to early intervention in psychiatry. (maximum word count for text
5000; abstract 250);

Manuscripts should be presented in the following order: (i) title page, (ii)
abstract and key words, (iii) text, (iv) acknowledgements, (v) references, (vi)
appendices, (vii) figure legends, (viii) tables (each table complete with title
and footnotes) and (ix) figures. Footnotes to the text are not allowed and any


http://www.icmje.org/

such material should be incorporated into the text as parenthetical matter.

Title page

The title page should contain (i) the title of the paper, (ii) the full names of the
authors and (iii) the addresses of the institutions at which the work was
carried out together with (iv) the full postal and email address, plus facsimile
and telephone numbers, of the author to whom correspondence about the
manuscript should be sent. The title should be short, informative and contain
the major key words. Do not use abbreviations in the title. A short running
title (less than 40 characters) should also be provided.

Abstract and key words

All articles must have a structured abstract that states in 250 words (150
words for Brief Reports) or fewer the purpose, basic procedures, main
findings and principal conclusions of the study. Divide the abstract with the
headings: Aim, Methods, Results, Conclusions. The abstract should not
contain abbreviations or references.

Five key words, for the purposes of indexing, should be supplied below the
abstract, in alphabetical order, and should be taken from those
recommended by the US National Library of Medicine’s Medical Subject
Headings (MeSH) browser list.

Text
Authors should use the following subheadings to divide the sections of their
manuscript: Introduction, Methods, Results and Discussion.

References

The Vancouver system of referencing should be used. In the text, references
should be cited using superscript Arabic numerals in the order in which they
appear.

In the reference list, cite the names of all authors when there are six or
fewer; when seven or more, list the first three followed by et al. Do not use
ibid. or op cit. Reference to unpublished data and personal communications
should not appear in the list but should be cited in the text only. All citations
mentioned in the text, tables or figures must be listed in the reference list.
Names of journals should be abbreviated in the style used in Index Medicus.

Tables

Tables should be self-contained and complement, but not duplicate,
information contained in the text. Number tables consecutively in the text in
Arabic numerals. Type tables on a separate page with the legend above.
Legends should be concise but comprehensive — the table, legend and
footnotes must be understandable without reference to the text. Vertical lines
should not be used to separate columns. Column headings should be brief,
with units of measurement in parentheses; all abbreviations must be defined
in footnotes.
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Appendix C.7: Author Submission Guidelines for the Journal of Family
Psychology

Article Requirements

For general guidelines to style, authors should study articles previously
published in the journal.

All manuscripts must include an abstract containing a maximum of 250
words typed on a separate page. After the abstract, please supply up to five
keywords or brief phrases.

The manuscript title should be accurate, fully explanatory, and preferably no
longer than 12 words. The title should reflect the content and population
studied (e.qg., "family therapy for depression in children”). If the paper reports
a randomized clinical trial, this should be indicated in the title, and the
CONSORT criteria must be used for reporting purposes.

Research manuscripts and review and theoretical manuscripts that provide
creative and integrative summaries of an area of work relevant to family
psychology should not exceed 30-35 pages, all inclusive (including cover
page, abstract, text, references, tables, figures), with margins of at least 1
inch on all sides and a standard font (e.g., Times New Roman) of 12 points
(no smaller). The entire paper (text, references, tables, figures, etc.,) must be
double spaced. References should not exceed 8 pages.

All research involving human participants must describe oversight of the
research process by the relevant Institutional Review Boards and should
describe consent and assent procedures briefly in the Method section.

It is important to highlight the significance and novel contribution of the work.
The translation of research into practice must be evidenced in all
manuscripts. Authors should incorporate a meaningful discussion of the
clinical and/or policy implications of their work throughout the manuscript,
rather than simply providing a separate section for this material.

Manuscript Preparation
Prepare manuscripts according to the Publication Manual of the American

Psychological Association (6" edition). Manuscripts may be copyedited for
bias-free language (see Chapter 3 of the Publication Manual).

Review APA's Checklist for Manuscript Submission before submitting your
article.

Double-space all copy. Other formatting instructions, as well as instructions
on preparing tables, figures, references, metrics, and abstracts, appear in the
Manual.


http://www.apa.org/pubs/journals/fam/?tab=4#consort
http://www.apa.org/pubs/books/4200066.aspx
http://www.apa.org/pubs/books/4200066.aspx
http://www.apa.org/pubs/authors/manuscript-check.aspx

Tables

Use Word's Insert Table function when you create tables. Using spaces or
tabs in your table will create problems when the table is typeset and may
result in errors.

Abstract and Keywords

All manuscripts must include an abstract containing a maximum of 250
words typed on a separate page. After the abstract, please supply up to five
keywords or brief phrases.

References

List references in alphabetical order. Each listed reference should be cited in
text, and each text citation should be listed in the References section.

Figures

Graphics files are welcome if supplied as Tiff or EPS files. Multipanel figures
(i.e., figures with parts labeled a, b, c, d, etc.) should be assembled into one
file.

Ethical Principles

It is a violation of APA Ethical Principles to publish "as original data, data that
have been previously published” (Standard 8.13).

In addition, APA Ethical Principles specify that "after research results are
published, psychologists do not withhold the data on which their conclusions
are based from other competent professionals who seek to verify the
substantive claims through reanalysis and who intend to use such data only
for that purpose, provided that the confidentiality of the participants can be
protected and unless legal rights concerning proprietary data preclude their
release” (Standard 8.14).

APA expects authors to adhere to these standards. Specifically, APA
expects authors to have their data available throughout the editorial review
process and for at least 5 years after the date of publication.

The APA Ethics Office provides the full Ethical Principles of Psychologists
and Code of Conduct electronically on its website in HTML, PDF, and Word
format. You may also request a copy by emailing or calling the APA Ethics
Office (202-336-5930). You may also read "Ethical Principles,"” December
1992, American Psychologist, Vol. 47, pp. 1597-1611.
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