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Overview

Traumatic events (in particular, multiple and repeated traumatic events) have been linked with
an increased risk of developing psychosis. Clinical guidance recommends the use of interventions
recommended for post-traumatic stress disorder (PTSD) for trauma-focused work with people
experiencing psychosis. As an intervention developed specifically for use with people reporting
multiple trauma histories, Narrative Exposure Therapy (NET) may be an appropriate and beneficial

intervention for this group.

Part 1 is a qualitative meta-synthesis. Thirty two qualitative studies of first-hand accounts of
psychosis were reviewed and synthesised, with the aim of exploring connections made by Experts by
Experience (EbE) between their experiences of traumatic events and of psychosis. Findings indicate
that people link a broad range of traumatic events and life stressors to the onset of psychosis, and

outline some of the pathways by which EbE link past events with subsequent psychosis experiences.

Part 2 is a qualitative study exploring EbE and clinician experiences of NET in an Early
Intervention in Psychosis (EI) service. Interviews were conducted with four EbE and eight clinicians,
and analysed using thematic analysis. The findings suggest that NET is a meaningful and emotionally-
demanding intervention which can help people create a new ‘unburdened’ relationship with traumatic
memories. Considerations are shared related to the preparation for and monitoring of distress during
the intervention, as well as psychosis-specific factors relevant to the implementation of NET in El

services.

Part 3 is a critical appraisal of the research process. It explores dilemmas and reflections
related to the conceptualisation of trauma in clinical work and research, experience of the role

transition from ‘clinician’ to ‘researcher’, and reflections related to power and social identity.



Impact statement

While clinicians and researchers have contributed psychological perspectives on the nature of
links between traumatic events and psychosis, there has not to date been a synthesis of how Experts
by Experience (EbE), themselves, make sense of such links. The findings of Part 1 of this thesis
attempt to bridge this gap by synthesising trauma-psychosis links mentioned in first-hand accounts of

psychosis. These findings may hold relevance to the following groups:

1. Academics and researchers: Themes related to trauma-psychosis links may inform future
research and developments in explanatory models. Widespread lack of demonstration of
researcher reflexivity may identify this as a future research need, especially in research
exploring EbE subjective experiences.

2. Clinicians working in psychosis services: Increased understanding of themes important to
EbE can inform the process of assessing, formulating, and intervening with traumatic and
psychosis-related experiences. A deeper understanding of themes important to EbE can help
these to be prioritised, alongside those privileged in existing psychological models.

3. People accessing psychosis services: Access to themes and ideas important to EbE through
research can help inform interventions offered to people currently accessing psychosis

services.

Given the particular association between multiple/repeated traumatic events and psychosis,
Narrative Exposure Therapy (NET) may be an appropriate and effective intervention for use in Early
Intervention in Psychosis (EI) services; to date, there has not yet been a qualitative exploration of
experiences of NET in this setting. As a naturalistic study, the findings of Part 2 of this thesis reflect
real-world challenges and experiences encountered in a live clinical setting. The findings may benefit

the following groups as described:

1. Academics and researchers: EbE and clinician experiences can inform psychosis-specific

adaptations to NET, which may be useful for future effectiveness studies (such as randomised



controlled trials). Research may consider the emotional and cognitive demands of the
intervention, and what adaptations may mitigate these.

Healthcare providers: This thesis suggests that NET is valued by EbE and clinicians in El
settings. Given the importance placed on specialist training and supervision, healthcare
providers may consider provision of this more widely. Moreover, service providers may
consider how to mitigate the barriers to NET implementation identified by clinicians (e.g.
time in job plans, whole-team understanding).

Clinicians working in EI services: An increased understanding of EbE experiences of NET
may support clinicians to tailor the intervention to meet the needs of EbE- for example,
monitoring distress throughout the intervention, and increased awareness of helpful trust-
building processes. Shared understanding of common clinician experiences and barriers may
help clinicians contribute to service-level thinking about mitigating these barriers.

People accessing EI services: A developing body of NET research may inform future
guidance around trauma-focused interventions in El services, which may increase the
availability of these in the future. Improved clinician understanding of EbE experience of
NET, plus further research into adaptations, may improve the acceptability and effectiveness

of NET for EbE.



Table of Contents

ACKNOWIBAGEIMENTS .....eiiieeieie ettt ettt ettt et e st e st e s te et et e e ss e sesbaessesteeseenbesseessensessnensessennnas 8
Part 11 SYStEMATIC FEVIEW .....eviiiieieiieieeieetest ettt sttt se bt ettt ene b e nen 9
100 1041 T ] o ST 10
IMIBENOOS ...ttt sttt ettt et e a e s b e bbb e e et st neeneebesaetan 11
INCIUSION and EXCIUSION CIITEITA .....evviiirieieieees et 11
SBANCI TEIIMNIS ...ttt ettt et e e et et e s te et e teene et e sseensesteeneensesneensenneeneas 12

o (0T =T 0[] =PRSS 13

[ U W)= Uod T o TSP 14
AANAIYSIS ...ttt b et et e e be et e e be e e e beeae e beereenbenteeraenresanenes 15
REFIEXIVE STAIEMENT......eviiieeeeeeee ettt s b e st a et et e e s ssesbesbenaen 15

L LE TS ] | S S 16
STUAY SUIMMATY ..ttt ettt sttt be bbb bt e bt ene e st e st enesbenaenen 16
QUALTLY BSSESSIMIENT.......veeieetieeeetieteeite st et e teete e e steebeste e e e tesbeessesteesseseessasesbeessesseessensesssansensennes 25
SENSITIVITY BNATYSIS. .. vvetiiiieieitieeetece ettt ettt te et et e s te et e sbe e s e steebeesbesteessensesraensessenneas 27
QUAlITALIVE META-SYNTNESIS . ecveetietiete ettt ettt et e s be et e s beeraenbesreentesreennas 27
D11 1] o] o RSP 40
The weight of trauma: Accumulation and the role 0f 10SS.......cc.ccveiririninencee 42
Mechanisms of impact: A struggle to manage the aftermath of traumatic events......................... 44
Richness in the meaning of PSYCNOSIS.......c.viieiiiiieeceeeetece et erens 46
LIMITALIONS ..ttt sttt sttt et eseese e b e s besaesbesae s e st e st e st enenrestenbenaens 47
CONCIUSTON <.ttt sttt et e b e bbb st et e b et e st e st ebeebesbeneeneen 49
RETEIENCES ...ttt b s bbbt e st et b e s bbbt e b et et ae b he e nan 50
Part 11: EMPIFICAl PAPET ...ooveeeeieceeeee ettt sttt sttt et e a e st e s beesbesbeesa e beeasensesbeennas 67
A 01 - Vo SRS 68
INEFOAUCTION. ...ttt ettt ettt b e s bt b e s bt e b e e et et eseeaeebesbeneenan 69
IMIBENOO ...ttt bttt a e bt bbbt et n e neeae bt e aan 75
PROCEAUIE ...ttt b bbb b e et et e bt eb e e be s bt s e et et e st eneeneeaesbesbenaens 75
SEMI-STIUCTUE INTEIVIBW ...ttt st ettt sae et e st e ent e besne e s e sneeneas 77
Ethical CONSIARIALIONS ......oveiieie ettt ettt ettt et s e e s te et e beeneesesaeeneenaeeneans 78
AANAIYSIS ...t ettt e b et et et e et e et e e e e teerteteereententeereentenaeenes 78
LT 1ol 1= o] SRS 79
RETIEXIVILY STAIEIMENT ....c.eieciiececeeee e et be e st e b e e s baesaeeeateeteesreesaeesnnenns 80
RESUITS . ..ottt ettt eat e e e a e et et e et e eesa e et e ekt en e e beeneeteeae et e teenteteeneenes 81



Descriptive INFOMALION ......ccveiiciecceeee ettt re e et sae e s e s reesaesreennens 81

THEMALIC ANAIYSIS....ceeeiiiieeeee et ettt s be e e s teeba et e steersentesreensesseennas 83
DISCUSSTON ...ttt sttt sb ettt b e bt sb e b e b et et et e st eb e e bt e bt sa e b et et eneeneebeebenbennens 108
Pain and challenge of trauma WOTK...........coereieieirinereeseeeeeee et 108
Trust and therapeutic alliance at the core Of NET ........ccoiiieiiiiecececeeeeee e 110
Mechanisms of change: exposure and meaning-making ...........ccceeeveeveereseereseereeseseesee s 111
NET in El service: empowerment and the Whole person..........cccccecveerivenenencneneneneneneeee 115
LIMITATIONS ...ttt bbbt b e bbbttt s e b bbb nee 116
CHNICAI TIMPIICALIONS ...ttt sb b nren 118
RETEIBICES. ...ttt ettt ettt 119
Part T, Critical APPraiSal ........ccoceeiiiiieiiieeece sttt ettt st st a et e ebesbaebesreernens 132
INEFOAUCTION ...ttt sttt ettt b bbb bbb e e et eseebeeaesbenbeneens 133
SEAMTING the PrOJECT ... ettt bttt et sbesbe b e 133
Systematic Review: Conceptualising “traumatic @VENLS’ .........cceereereeriverrieereesieeseeseessressseessesnnes 134
Empirical research: From clinician to qualitative reSearcher...........ccoeevveeieeeveveecece e, 137
CONCIUSION <.ttt bbbttt e et s e bttt b et bbb e e b snebenaenea 141
RETEIENCES ...ttt b e bbbt et e e st e bbbt bbb e b et a e aesae b e 142
N o] o 1<] a6 [0l L SO OO T PP PSP S PPN 146
Appendix A. Research flyer (EDE) .........oov oottt eanens 146
Appendix B. Research flyer (CHNICIANS) .......eccveviieeeicieereeere ettt ernens 148
Appendix C. Participant information sheet (EDE) ..........coooieieiiiieceeceeeeeeeeee e 150
Appendix D. Participant information sheet (CliNIiCIaNS).........ccevvveeverieierieseeere e 160
Appendix E. Informed consent fOrm (EDE) ........cccoviiieeeniieeieceeese ettt 169
Appendix F. Informed consent form (CliNICIANS) ........cccvevieiiiieiiieeececeeeeee e e 171
Appendix G. PTSD Checklist for DSM-5 (PCL-5; Weathers et al. 2013) .......cccecvveeveveieecienieennns 173
Appendix H. Trauma & Life Event Checklist (TALE; Carr et al., 2018).......ccccccevveverenerenenennens 175
Appendix . Semi-structured interview schedule (EDE) ........ccoovvveeniniereseeereeeeeeeeee e 177
Appendix J. Semi-structured interview schedule (CHNICIAN) ......cccvevverieeeriieeereeeee e 185
Appendix K. Debrief form (EDE) .......ocoooiiieieeeeee ettt 189
Appendix L. Debrief sheet (CHINICIANS) ......cceecviiieieiceeeeeee et 195
Appendix M. Letter of HRA @PPrOVAL .........cocviiuieieiceees ettt st st 198
Appendix N. EbE analysis structure (before integration) .........ccccceevevieieveieecese e 204
Appendix O. Clinician analysis structure (before integration) ..........ccoceeeerereereneecerercee e 206
Appendix P. DSM-5 criteria for PTSD (APA, 2013) ....oooeiiieeieeese et 208



Acknowledgements

I would first like to acknowledge the generosity of everyone who participated in this research.
Thank you for the time and experiences you shared with me- without them, this project could not have
taken place. | have been inspired by your openness and willingness to share so much of yourselves,
and hope that | have done justice to your stories. | am also extremely grateful to all the Early
Intervention clinicians who supported the recruitment process and helped me muddle through various

practicalities.

Thank you to Prof. Chris Barker and Dr Katy Robjant for sharing your respective qualitative
and NET wisdom in the process of developing the project and the interview schedules. Thank you
also to the UCL Experts by Experience who were incredibly generous with their time and support in

developing the research documents.

To my friends and family- thank you for bearing with my disappearances, stresses and panics,
and for sharing in my highs and celebrations. Your cheerleading has carried me through late nights,
early mornings and existential crises, especially during this final stretch (and especially in the final
days). To my DClinPsy cohort; there are so many memories from the last three years that | will
treasure and many more to make- thank you for the fun and friendship which has made this training

journey all the more meaningful.

Finally, a massive thank you to Dr Miriam Fornells-Ambrojo. Your patience, boundless
knowledge, kindness and humour has made what has often felt like a mountain... still feel like a

mountain (1), but a much sunnier one. Thank you.



Part I: Systematic review

Trauma and psychosis: A qualitative meta-synthesis of expert by experience views



Introduction

Recent developments in the theoretical understanding of psychosis recognise the risk posed
by adverse life events in the development of anomalous experiences (e.g. Morrison et al., 2003).
Higher rates of adverse life events are reported by people diagnosed with psychosis compared to the
general population (Bonoldi et al., 2013; Kessler et al., 2010), and childhood adversity has been
strongly associated with increased risk of psychosis (Varese et al., 2012). People may be at an
increased risk when exposed to repeated or multiple traumatic events, suggesting a dose-type

relationship (Croft et al., 2018; Shevlin et al., 2007).

Models of post-traumatic stress disorder (PTSD) propose that memory encoding is affected
by stress-induced neurobiological changes during an adverse event; this results in memories high in
emotional salience but lacking contextual information related to the ‘when’ and ‘where’ of the event
which can emerge intrusively as ‘flashbacks’ (Brewin & Burgess, 2014). Given the overlap between
psychosis-related experiences (e.g. voices and fixed beliefs) and PTSD-related experiences (e.g.
flashbacks and hypervigilance), some suggest psychosis can be explained similarly, though with a
greater focus on external appraisal with psychosis, versus internal with PTSD (Hardy, 2017; Morrison
et al., 2003). The mechanism may vary depending on the form of the anomalous experience; a recent
meta-analysis suggest that emotional dysregulation, hyperarousal, avoidance and dissociation mediate
the relationship between traumatic events and the development of hallucinations, whereas negative

schemata does so between traumatic events and delusions or paranoia (Bloomfield et al., 2021).

Existing models of psychosis have been criticised as privileging biological and neurological
factors, at the expense of psychosocial factors and personal meaning (Boyle, 2002; Johnstone, 2011).
Individuals have unique, multi-faceted explanatory models for experiences of distress, informed by
cultural, familial, spiritual and socio-political narratives (Bhikha et al., 2012; Boydell et al., 2010;
Owiti et al., 2015). Qualitative research enables the exploration of subjective experiences and
meaning, which can subsequently inform formulation and intervention developments (Barker et al.,
2016). Syntheses of qualitative research into Experts by Experience (EbE) understanding of psychosis
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have highlighted positive and distressing impacts; the difficulty (for some) in making sense of such
experiences; and variation in EbE and family perspectives (Griffiths et al., 2019; Jordan et al, 2018;

Noiriel et al., 2020).

To the authors’ knowledge there are no qualitative syntheses directly exploring how EbE
understand the potential impact of traumatic events on the development of psychosis. This review,
therefore, aims to investigate connections drawn (or not) by individuals between past traumatic events

and their subsequent experiences of psychosis.

Methods

Inclusion and exclusion criteria

Inclusion and exclusion criteria (Table 1) were developed in collaboration with the research
supervisor (MFA). The researchers included studies focused on anomalous experiences of any
classification (i.e. diagnosed and self-identifying ‘non-clinical’ populations). This is in line with
continuum models of psychosis, which propose that the anomalous experiences reported by people
diagnosed with psychosis are at increased severity, frequency and/or conviction than those reported
by non- and sub-clinical populations, rather than being structurally distinct (DeRosse & Karlsgodt,
2015; van Os et al., 2008). The definition of ‘traumatic events’ adopted went beyond that provided in
Criterion A of the DSM-V (APA, 2013) in terms of event type in order to capture a range of adverse
life experiences in childhood and adulthood which have been linked to psychosis, such as bullying,
victimisation, separation and bereavement (Carr et al., 2018; Kelleher et al., 2013; Read et al., 2009;

Trotta et al., 2015).

The meta-synthesis focused on self-drawn connections between past traumatic events and
subsequent experiences of psychosis. Papers were initially included if past traumatic events were
mentioned in relation to subsequent experiences of psychosis, and were retained if they provided

sufficient qualitative content for re-analysis; thus the aim was to prioritise inclusion to ensure enough
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studies for a meaningful analysis, but not too many as to compromise on the conceptual richness of
the analysis, as has been observed in larger synthesis (Lewin et al., 2015; Soilemezi & Linceviciute,
2018). It was beyond the scope of the review to explore the traumatic impact of psychosis itself as the
current review focuses on expert by experience understandings of the role of traumatic events in the
development of psychosis, though this is an area of growing interest and importance and has been

reviewed and synthesised elsewhere (Buswell et al., 2021; Fornells-Ambrojo et al., 2016).

Table 1. Inclusion and exclusion criteria

Studies were included if: Studies were excluded if:

1) The study was a piece of qualitative research. 1) They were systematic reviews, literature reviews,
meta-analyses or meta-syntheses.
2) They recruited people reporting anomalous

experiences (operationalised by formal psychosis 2) They reported insufficient qualitative content
diagnoses, or self-identification [e.g. sub-clinical about past traumatic events and psychosis for re-
voice-hearing]) analysis in the meta-synthesis (e.g. no participant

quotations, limited elaboration of themes).
3) There was qualitive content available related to
traumatic events and experience of psychosis 3) They were case studies which did not report
expert by experiences’ own views
a. History of traumatic events preceding the onset
of psychosis was mentioned as part of explaining 4) They were book chapters, abstracts, protocols or
or understanding its causes. theory-oriented papers with no analysis of
participant experience of psychosis.
4)  Full-text, English-translated versions of the

articles were available.

Search terms

Studies were identified through searches in three electronic databases (PsychINFO; Medline;
Web of Science), and two further databases focused on grey literature (PsychEXTRA; Proquest
Theses and Dissertations). Searches were conducted on 31% December 2021, retrieving references
from the earliest record available until present day. Search terms focused on four topics central to the

research question- psychosis, trauma, qualitative methodology and lived experience (Table 2). The
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search terms were refined with the research supervisor and subject librarian, to ensure suitability and

rigor.

Table 2. Search terms

Psychosis AND Trauma AND Qualitative AND Lived experience
methods

psychosis OR trauma* OR qualitative OR service user* OR

psychoses OR posttraumatic OR interpretative OR client* OR patient*

schizophren* OR
hallucinat* OR
delusion* OR
paranoi* OR
voice hear* OR
OR hear* voices

post-traumatic OR
PTSD OR abus*
OR discriminat*
OR adversit* OR

past experience*

IPA OR grounded
theory OR focus
group* OR
narrative* OR
ethnograph* OR

mixed method*

OR consumer* OR
inpatient* OR
outpatient* OR
lived experience*
OR first hand OR
first person

Procedure

Relevant papers were identified using PRISMA guidelines (Moher et al., 2015; Figure 1).

Searches were conducted across the five electronic databases and 5131 references; 2177 duplicated

entries were removed, and titles and abstracts of the remaining 2951 references were screened, taking

an inclusive approach. The remaining 139 full texts were read, and the 32 papers meeting the

inclusion criteria were retained. Authors were contacted for all references for which full texts were

not available. The research supervisor was consulted throughout the study selection process where the

suitability of studies was not clear. Included articles are marked in the references with an asterisk.
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Figure 1. PRISMA flowchart

Records identified through .
. Duplicates removed
database searching (n = 2177)
(n=5131)
v
Titles and abstracts screened a Records excluded
(n=2951) (n =2815)
v
Full text articles assessed Full text articles excluded
for eligibility (n=101)
(n=139) -
- No qualitative component (n = 13)
- Theory piece/case study (n = 6)

- Non-psychosis sample (n = 16)

- Not first-hand experience of
psychosis (n = 5)

- Full text not available (n = 9)

- No qualitative data about connection
y between past traumatic events and
psychosis (n = 46)

- Insufficient qualitative detail about

Studies included in the trauma-psychosis link (n = 9)
qualitative meta-synthesis - English translation not available
(n=32) (n=3)

Data extraction
Key information about the studies was extracted including details about the study and sample.
Details about any therapy undertaken by participants were also extracted to provide context for the

connections drawn between traumatic events and psychosis.

Text directly related to the research question (i.e. connections between past traumatic events
and subsequent experiences of psychosis) was extracted as data for the meta-synthesis in consultation
with the research supervisor; this was retrieved from the main body of the results section and from
tables. ‘Connections’ was operationalised as any part of the qualitative data in which EbE referred to

traumatic events in relation to the development of psychosis (including where this was discussed and
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noted that the participant believed there to be no connection). The extracted data was imported into

NVivo for analysis (QSR International Pty Ltd, 2020).

Analysis
The data was analysed following Lachal and colleagues’ qualitative meta-synthesis method, a

phenomenological adaptation of Thomas and Harden’s thematic synthesis approach (Lachal et al.,
2017; Thomas & Harden, 2008). This involved repeated reading of the data and line-by-line coding,
followed by comparison and categorisation of the generated themes. Lastly, analytical themes were
produced which proposed a more conceptual analysis of the data, going beyond the content of the
original studies. To ensure rigor, credibility and transparency of the analysis, the coding and themes
were discussed with the research supervisor throughout the analytical process; inconsistencies and

overlaps were addressed, and a final theme-structure was agreed (Lachal et al., 2017).

Reflexive statement

The author is a trainee clinical psychologist with experience of working with individuals
experiencing psychosis in a community setting, but with little experience of using trauma-focused
interventions with this client group. She has no personal lived experience of psychosis. By nature of
her training, clinical experience and world-view, she views anomalous experiences as phenomena
which fall on a continuum of human experiences (DeRosse & Karlsgodt, 2015) rather than
experiences distinct to people diagnosed with psychosis. She also believes these emerge in response
to past and/or current life difficulty, and has an awareness of existing psychological models of
psychosis and PTSD. As such, she paid attention to her preconceptions about the links between
traumatic events and psychosis- e.g. that links between trauma and psychosis are important in first-
hand explanatory models- and her existing knowledge of cognitive-behavioural models of psychosis.

Bracketing these preconceptions was important in minimising the risk of biased misrepresentation of
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the experiences of people with first-hand experience of psychosis during analysis, the views of whom

are often silenced or ignored.

The researcher approached the research question from a critical-realist epistemological stance
(Willig, 2012); as such, while she acknowledges that there may be structures and processes that link
traumatic events and psychosis ontologically, these cannot be independently accessed or examined
outside of the context of the perceptions and experiences of the participants. As such, she is interested

in the self-made meaning participants create about experiences traumatic events and psychosis.

The author identifies as a white British female, and thus was aware that the review as a result
would be constructed and conducted through a white, Western lens. Conscious that people with
minoritised identities are often excluded from research, the author aimed to pay particular attention to
the ethnic and cultural demographics of the sample, actively considering these factors when assessing

the quality of studies and when synthesizing the research.

Results

Study summary

Key information about each study is presenting in Table 3. Most studies took place in the UK
(n = 21; 66%), with three based in the USA (9%), and one each in India, Israel, Finland, Australia,
Nicaragua, Poland and Sweden (3% respectively). Of the 462 participants across the studies, 215 were
female (47%), 238 were male (52%), 1 was transgender (0.2%), and data was not provided for 8 (2%).
The age of participants (where reported) ranged from 18 — 79 years. Sample sizes ranged from 3 to 43
and recruited from a range of settings, including community-based mental health teams (n = 12;
38%); UK-based Early Intervention in Psychosis services (n = 6; 22%); unspecified mental health
teams (n = 4; 13%); other research projects (n = 4; 9%); inpatient wards (n = 3; 9%); and third-sector
organisations (n = 3; 9%). 27 studies recruited participants with specific diagnoses (predominantly

schizophrenia or psychosis; 84%), with 4 (13%) focusing on first-episode psychosis. 6 studies (19%)
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recruited people who self-identified as having been affected by psychosis, or anomalous experiences

associated with psychosis.

Eleven studies (34%) reported aims connected specifically to both trauma and psychosis;
these are highlighted in grey in Table 3, and were predominantly based in the UK or USA (n=9;
82%). Across all of the references included, all but one mentioned the types of traumatic events
encountered by participants. Although the timing of the event was absent in some studies, 22
referenced events occurring in childhood (69%), whereas events occurring in adulthood were still a
feature but mentioned less frequently (k = 13; 41%). Interpersonal trauma was at the core of traumatic
events elicited, with trauma-focused papers more frequently reporting abuse or intentional harm from
others (k = 9; 91%) than studies not specifically investigating trauma (k = 14; 67%). A reverse pattern
was noted in relation to loss events (e.g. bereavement, family breakdown), which were more likely to
be noted in non-trauma-specific studies (k = 18; 86%) than trauma-specific studies (k = 6; 55%). A

minority of events mentioned were not interpersonal by nature (e.g. sudden physical illness).
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Table 3. Descriptive features of studies included in qualitative meta-synthesis (grouped by trauma/non-trauma focused aims).

Type Study Aims Sample demographics Psychosis experience Methodology
Anketell, To explore voice-hearing and 3 males Chronic PTSD with auditory Interview
Dorahy & dissociation in PTSD at a deeper, Age not reported hallucinations Framework analysis

Studies aiming to investigate trauma

Curran (2010)

Northern Ireland

subjective level

Ethnicity not reported
Therapy history not reported

Campodonico,

To explore service users’ experiences of

6 male, 5 female

Experience of psychosis and difficult life

Semi-structured interview

Varese & Berry trauma and discuss their perspectives on Age range: 18-59 event (identified by TALE checklist; Carr ~ Thematic analysis
(2021) how trauma and disclosure have affected 8 White, 3 Mixed-race etal., 2018)
participants' life and current mental Therapy history not reported
UK health condition
Dickson et al. To explore, from a first-hand perspective, 6 male, 1 female Experience of persecutory delusions Semi-structured interviews
(2016) how early adversity is seen to contribute Mean age: 34; Age range: 18-43 IPA
to the development of persecutory No ethnicity reported
UK delusions Therapy history not reported
Misra et al. To investigate how individuals diagnosed 10 male, 9 female, 1 transgender person Diagnosis of schizophrenia or Semi-structured interviews
(2020) with schizophrenia perceive the role of Mean age: 49.5; Age range: 23-69 schizoaffective disorder Grounded theory

United States

early life adversities on later life family

interactions

9 White, 6 Black, 4 Asian, 1 Multiracial
Therapy history not reported

O’Neill (2010)

England

To explore how women have
experienced sexual abuse in childhood

and psychosis in adulthood

4 female

Mean age: 37.5; Age range: 32-48
Ethnicity not reported

All participants had psychotherapy

Psychotic disorder and CSA

Semi-structured interviews
IPA
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Type

Study

Aims

Sample demographics

Psychosis experience

Methodology

Studies aiming to investigate trauma (cont.)

Rhodes, Parrett
& Mason (2016)

UK

To better understand the personal
experience of refugees and asylum-
seekers in the UK who have suffered
traumatic events and subsequently

experience hallucinations

6 male, 1 female

Mean age: 34.7; Age range: 26-43

6 Sub-Saharan African, 1 North African
Therapy history not reported

Asylum seekers subject to at least one
traumatic event involving political
violence, diagnosed with psychotic

symptoms

Semi-structured interviews
IPA

Rhodes, O’Neill

To explore how service users report their

7 women

Experience a form of psychosis and CSA

Semi-structured interviews

& Nel (2017) difficulties and possible symptoms, and Mean age: 35.9; Age range: 26-48 IPA

further explore how these cohere. To 3 white, 2 Black British, 1 mixed race, 1 Asian
UK examine connections of any type British

between CSA and suffering in adulthood.  ‘Some’ had therapy
Rosen et al. To inform our understanding of the 20 male, 14 female Schizophrenia spectrum disorders/bipolar  Individual and focus group
(2017) complex relationships and patterns of Mean age: 43.7 disorder with psychotic features interviews

trauma and adversity, and symptoms as 23 African American, 5 Caucasian, 2 Hispanic, 4 Modified grounded theory
USA they unfold over time other/mixed approach

Therapy history not reported

Vallath et al. To explore the impact of negative life 7 male, 14 female Schizophrenia conditions involving Semi-structured
(2018) events (NLEs) on the form and content of  Age not reported hearing voices interviews/case note review

Location not

voices

Ethnicity not reported
Therapy history not reported

Inductive analysis

clear
Vallath et al. To understand patient perspectives on the 20 female Psychosis spectrum conditions and In-depth interviews
(2020) impact of psychological trauma on their Mean age: 44.28 homelessness IPA
experience with psychotic disorders Ethnicity not reported
India Therapy history not reported
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Type

Study

Aims

Sample demographics

Psychosis experience

Methodology

Studies aiming to

investigate trauma (cont.)

Wheeler (2019)

England

To explore how individuals who access
services for first episode psychosis (FEP)
make sense of their experiences of
bullying in childhood, and whether/how
they consider these experiences to be
relevant to their experiences of psychosis

4 male, 4 female
Mean age: 22.1
Age range: 18-31

2 British Asian, 2 White British, 3 Black British, 1

European
Therapy history not reported

FEP and experience of childhood
bullying

Semi-structured interviews
IPA

Studies with a non-specific trauma focus

Araten-Bergman
et al. (2015)

Israel

To explore how ageing people with
schizophrenia give meaning to their
illness through self-etiology in their

current lifeworld

11 males, 7 females

Age range: 61-69

No ethnicity reported
Therapy history not reported

Older adults with schizophrenia

Phenomenological interviews

Reflective lifework approach

Bergstrom et al.
(2019)

Finland

To explore how people give meanings to
experience which are often interpreted as
psychosis, and how these experiences are
included in life stories

12 male, 8 female

Mean age: 45

No ethnicity reported
Open dialogue approach

Chronic psychosis

Narrative enquiry

Thematic analysis

Brown (2016)

UK

To identify life events significant to the
participants interviewed; to explore the
sense made of those experiences; to

explore how these are connected to the

development of psychosis

7 male, 6 female

Mean age: 25.9; Age range: 17-37
13 Black-Caribbean

Therapy history not reported

Black-Caribbean individuals with FEP

Life story interview

Template analysis

Butcher, Berry
& Haddock
(2020)

UK

To understand how individuals
subjectively experience negative

symptoms

17 male, 3 female

Mean age: 52; Age range: 35-62
12 White British, 8 Black African
Therapy history not reported

Diagnosis of schizophrenia with negative

symptoms

Semi-structured interview

Thematic analysis
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Type

Study

Aims

Sample demographics

Psychosis experience

Methodology

Studies with a non-specific trauma focus (cont.)

Campbell (2007)

To find out about people’s subjective

experience of paranoia

6 male, 6 female

Mean age: 30.9

Experience of paranoia (6 schizophrenia,

6 non-patient)

Semi-structured interview
IPA

UK No ethnicity reported
Therapy history not reported
Chakraborty, To explore the experience of perceived Black participants Diagnosis of psychosis Ethnographic interview
McKenzie & unfair treatment (discrimination) in 5 male, 5 female Analysis unclear
King (2009) people with psychosis, and to compare Age range: 27-59
this between Black and White Mean age: 39.3
UK participants White participants
5 male, 5 female
Age range: 26-64
Mean age: 39.3
Therapy history not reported
Chiu et al. To explore the lived experience of sleep 7 male, 7 female Diagnosis of schizophrenia, plus Focus groups
(2015) problems in people with schizophrenia- Age not reported past/present problems with sleep Thematic analysis
spectrum disorders Ethnicity not reported
Australia Therapy history not reported
Hutchins, To investigate how participants 6 male, 2 female First-episode psychosis Semi-structured interviews
Rhodes & experienced their emotions before, Age range: 19-35 IPA

Keville (2016)

UK

during and after psychotic experience

6 White British, 1 White Hungarian
Therapy history not reported

Laithwaite &
Gumley (2007)

Scotland

To present a service user perspective of
what constitutes recovery for people with

psychosis in maximum security

12 male, 1 female

Mean age: 29.2; Age range: 22-60
No ethnicity reported

Therapy history not reported

Diagnosis of psychosis or bipolar
disorder (resident in maximum security

hospital)

Semi-structured interviews
Grounded theory
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Type

Study

Aims

Sample demographics

Psychosis experience

Methodology

Studies with a non-specific trauma focus (cont.)

Langley (2020) To explore the impact of peer-led 5 male, 4 female Voice-hearing Semi-structured interviews
Hearing Voices Network (HVN) Mean age: 50.3; Age range: 20-71 Grounded theory
UK meetings as experienced by voice-hearers 7 White British, 1 White Other, 1 British Asian
Therapy history not reported, but all attending
peer-led HVN meetings
Leavey et al. To elicit illness narratives of Turkish 8 male, 1 female First-episode psychosis Interview
(2007) patients with a history of psychosis Age range: 19-41 Analysis unclear
9 Turkish
England Therapy history not reported
Lyons et al. To gain an in-depth understanding of the 11 male, 17 female Experience of psychosis Focus groups
(2012) lived experience of psychosis in Mean age: 41.8; Age range: 18-79 Inductive and deductive
Nicaragua from the perspective of Ethnicity not reported analysis
Nicaragua service users Therapy history not reported
Milligan et al. To examine voice-hearers’ retrospective 5 men, 1 woman First-episode psychosis with auditory Semi-structured interviews
(2012) accounts of what it is like to live with Age range: 17-30 verbal hallucinations (AVH) IPA
voices over time Ethnicity not reported
England ‘Some’ participants mentioned therapy, no details
Owiti et al. To explore patient explanatory models of 16 female, 15 male ‘Serious mental illness (SMI- all with Barts Explanatory Model
(2015) mental distress Mean age: 38.5 psychotic features) Inventory
12 Asian/British Bangladeshi, 5 British/Black Framework analysis
England Somali, 6 Arab, 3 Iragi, 1 Yemeni, 1 Iranian, 1

Egyptian, 2 African/Black British, 2 Black/British
Caribbean, 1 Asian/British Pakistani, 1 Mixed

white and Black Caribbean, 1 Brazilian, 1 white

(other), 1 declined
‘Some’ had therapy
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Type

Study

Aims

Sample demographics

Psychosis experience

Methodology

Studies with a non-specific trauma focus

Pietkiewicz,
Klosinska &
Tomalski (2021)

To analyse the experiences of possession

in patients diagnosed with schizophrenia

2 male, 2 female

Age range: 21-30

Ethnicity not reported
Therapy history not reported

Schizophrenia

Clinical interviews
IPA

Poland

Rice (2009) To seek a deeper understanding of the 9 women Women with a history of experiencing Semi-structured interviews
nature of meaning of life with a diagnosis  Age not reported violence and a diagnosis of schizophrenia  IPA

USA of schizophrenia and violence Ethnicity not reported

Therapy history not reported

Schofield et al.
(2019)

UK

To explore how BME mental health
service users perceive ethnic differences
in psychosis and what their explanations

are for these differences

24 male, 17 female

Age not reported

41 Black

Therapy history not reported

Black adults diagnosed with psychotic

illness

Focus groups

Thematic analysis

Strand, Ohlin &  To explore how individuals with 7 male, 5 female People with past/present experience of Interviews
Tidefors (2015) psychosis make sense of the content of Mean age: 42.6 psychosis IPA
their symptoms Age range: 29-63
Sweden 8 Swedish, 2 European, 1 Middle Eastern, 1 South
American
3 participants were in psychotherapy
Taylor (2005) To explore the role of interpersonal 8 participants Early-onset psychosis (no longer acutely Interviews
processes in young people’s Age range: 18-23 psychotic) IPA
Scotland understanding of the psychosis prodrome  Ethnicity not reported

Therapy history not reported
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Type

Study

Aims

Sample demographics

Psychosis experience

Methodology

Studies with a non-specific trauma

focus (cont.)

Thornhill (2002)

To explore psychological and emotional

6 male, 9 female

Recovered or recovering from psychotic

Semi-structured interviews

themes which emerged across accounts Age range: 30s-70s episodes IPA & narrative analysis
UK of recovery from psychosis, and examine 12 white British, 1 British Asian, 1 Asian, 1 White

the kinds of stories individuals told about  non-British

their recovery Therapy history not reported
Turton (2015) To understand the lived experience of 4 male, 6 female Psychosis Interviews

living with psychosis as a longer term Mean age: 44.4; Age range: 24-58 IPA

UK

health condition

10 white British
1 participant had done CBTp
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Quality assessment

The quality of the included studies was assessed using the Critical Appraisal Skills
Programme (CASP) checklist (CASP, 2013). Due to the influence of culture on explanatory models of
distress (Bhikha et al., 2012), a minimum level of reporting of demographic data (i.e. age; gender;
ethnicity/culture) was imposed as an additional quality criterion. A second rater external to the
research group rated the quality of 25% (n = 8) randomly selected references (Cohen’s Kappa = .78)

and discrepancies in scoring were discussed.

The utility of quality analyses is debated, especially when used to identify papers to be
excluded from analyses (Atkins et al., 2008; Walsh & Downe, 2005). For example, PhD and
DClinPsy theses- in having more generous word limits- tended to meet more of the CASP criteria. An
a priori decision was made not to exclude papers based on the quality assessment, but to use it to
contextualise the extracted data. Overall, the quality of the included references was good; all but one

reference scored higher than 75% of the maximum 22 points available.

The researcher either failed to explicitly demonstrate consideration their own impact on the
research design, data collection and analysis- or only partially achieved this criterion- in 15 studies
(47%). Where partially-met, authors either mentioned keeping a reflective journal but did not include
reflections in the report, or did not adequately reflect on the impact of their personal or professional
identity in the research process. Moreover, researchers in 78% of studies failed to report any
information about their own ethnic background (n = 25), with three papers describing the ethnic or
cultural background of external interviewers but not those involved with analysis. Of the four studies

for which researcher demographic information was available, all were white.

Minimum demographic data was not reported in 14 papers (44%), in most cases due to not
reporting information about the ethnicity or culture of participants. Only seven (22%) studies
mentioned whether participants had undertaken therapy or other formal support approaches (e.g. Open

Dialogue).
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Table 4. CASP ratings for included studies
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Sensitivity analysis

Despite not excluding any studies based on quality, the sensitivity of the synthesis was
assessed by checking support for the themes having discounted the only study scoring below 75% on
the CASP (Pietkiewicz et al., 2021). Support for the themes remained largely unchanged following
this removal, with six of the eleven sub-themes supported by at least 50% of the references in the full

sensitivity analysis, even after having removed the paper by Pietkiewicz and colleagues.

Sixteen (50%) of the included studies supported at least half of the themes from the analysis.
Closer analysis showed that studies supporting fewer themes tended to focus on more specific
phenomena within the psychosis experience (e.g. sleep problems, dissociation, hearing voices
groups), whilst those with greater support for themes aimed to explore experiences of psychosis more
broadly. Similarly, studies with the lowest support for themes were also the studies from which the
least amount of data was extracted. As the review set out to be inclusive of any qualitative papers
referencing links between past traumatic events and psychosis, variance in the level of data extracted
and subsequent support for constructed themes was expected. Support for themes was comparable
between studies with trauma-focused aims, of which six (55%) supported over half the themes, and

studies not explicitly focusing on trauma, of which ten (48%) supported over half the themes.

Qualitative meta-synthesis

The analysis generated four superordinate themes related to links drawn between traumatic
events and psychosis-onset; changes after the traumatic events; responding to the aftermath of
traumatic events; and sense made around the subjective experience of psychosis in relation to
traumatic events. These encompassing nine themes, two of which comprised two smaller sub-themes

(Figure 2).
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Figure 2. Structure of superordinate themes, themes and sub-themes
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Superordinate theme 1. Links between traumatic events and the onset of psychosis
When mentioning a traumatic event in relation to the onset of psychosis, whilst this was
sometimes described as a ‘trigger’ occurring temporally close to psychosis-onset, it was often also

described as part of an accumulation of multiple life stressors and/or traumatic events.

While participants often had clear ideas about links between past events and psychosis-onset,
some were uncertain about such links, or had not considered them before. Some mentioned traumatic
events in relation to psychosis but also expressed scepticism about them directly linking to the onset
of psychosis specifically, suggesting either that the traumatic event led to a more general vulnerability

to distress, or was unrelated.

It was often unclear how participants were asked about traumatic events and the possible
influence on psychosis. Whilst some studies stated general aim related to exploring such links, others
shared example questions (e.g. “What led up to the psychosis?’ or ‘What caused the psychosis?’)
which may respectively lend themselves to answers relaying events as directly triggering versus
cumulatively contributing to the onset of psychosis. There were no obvious trends to this effect,
though it was often unclear how or whether participants were asked directly about this. Illustrative

guotes supporting all themes are shown in Table 5.
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Table 5. Illustrative quotes for themes and sub-themes

Superordinate  Theme Sub-themes Illustrative quotes

theme
Psychosis-onset linked to a Q1: I was attacked when I was out with my friend by a group of... well, by a gang, and I was hit on the head with a machete, in the back of
discrete traumatic event the head and | went to hospital... there was no major damage, I’ve got a scare and that and I went home that night and that’s when I started
(k=10) hearing voices. (Milligan et al., 2012).

Q2: It was after my Dad died in 1998, that’s when I started getting them (voices). (Langley et al., 2020).

Psychosis-onset linked to an Q3: [I fell] on my head from a tree when | was about 12 years old. [When | was 14 years old 1] witnessed my mother being raped and then
accumulation of traumatic murdered. My father then forced me to marry an older man. I later ran away from the man but I was pregnant by him... [but] later

events and stressors k= miscarried... I joined my father in the UK, but his new family rejected me... I had to look for my accommodation... In one of the flats, a
17) man attempted to rape me... I am now homeless... [and] isolated. (Owiti et al., 2015)

Q4: You have to deal with your own personal issues, so for example whether it’s a marriage breakdown, whether it’s a pregnant, a divorce, a

Links between traumatic events and the onset
of psychosis (n = 19)

funeral. Which everyone goes through, but you’re picking up the daily stresses combined with the ones that come from our ancestors.
(Schofield et al., 2019).

A changed sense of myself, Q5: (The event) shaped my thoughts about me... on a self-esteem level it just really ground me down... (I thought) I was worthless and just
others and the future (k = 19) there was something fundamentally wrong with me that I couldn’t cope (Dickson et al., 2016).

Q6: What | mean by that is that the path was no longer clear... the future was unknown and em, (pauses) I would have to look round the corner

25)

myself with no protection. (Laithwaite & Gumley, 2007).

Unresolved emotions (k = Q7: I’ve been abused in the past... have those emotions within me; um, perhaps they are there.. (Butcher et al., 2020).
18)

events (k

Q8: Yeh, I was saying it was crippling... That feeling I had as a child. Of being crippled. Sort of downtrodden. I've had that in mental illness.
(Rhodes et al., 2017)

Changes in the aftermath of traumatic
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Superordinate

theme

Theme

Illustrative quotes

Lack or loss of support
(k=17)

Q9: Well, basically, because of the abuse and stuff, like, that I went through, it’s, like, I did find my foster mom, but it’s like, okay, | know

where she’s at, if [ really want to talk to her, but it’s like, I don’t want to talk to her because of the abuse I was in with her. (Misra et al., 2020)

pressure gets too great and it’s got to come out somehow. (Thornhill, 2002).

Q14: 1 think everything that I’ve been through in my life has contributed a bit to my psychosis, because I didn’t deal with situations
when they happened really, | kept them locked inside when | should have really dealt with them. (Brown, 2016)

2
©
1S
=}
g 10
5 8 Q10:
-(EU. ; Eric: I don’t think that could happen to a white person, that they could have a mental health problem like mine
£ £ Interviewer: How is their experience different?
L o
'Frs % Eric: Because they know their backgrounds. They know where they’re from, know how to cope with it, know how to use the resources they
[ PR
S § have, and things like that.
c
f ®© Interviewer: What’s preventing you from knowing how to use all the resources?
(=)
S Eric: Well I’'m new here, you know? (Chakraborty et al., 2009).
e
O
Over-dwelling Q11: Natalia described how she was constantly thinking about her homesickness and possible associated sadness linked with this
(k=12) experience. ‘Very bad homesick, and I always wanted to go home, and, you know, I didn’t want to be here, and I was carrying on and
§ on and on about it, and | was turning inside, you know, like I was really quiet and just constantly thinking about it.” (Hutchins et al.,
I
x 2016)
i)
o
§ Q12: So I’d be going to bed thinking, thinking, thinking about how to handle the emotionally abusive environment I was in as a child,
g and how to fight my parents who were doing the emotional abuse. So I have never been able to relax, and that includes at night when
E I’'m sleeping. (Chiu et al., 2015)
-
o
e
E Avoiding Q13: Again | think now on reflection that that was about my inability to resolve it by thinking it through. Because I’ve refused to think
E (k =14) about it. And I think if we refuse to think about things, we refuse to sort of face things, then we suppress them and eventually the
o
ey
=]
[=2]
=
®
(=2
>
1]
z
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Superordinate  Theme Sub-themes Illustrative quotes
theme
Psychosis as a re- Q15: Participant: I hear these voices saying “Stop, arrest him. Kill him. Kill him.” Like the soldiers used to say in my country. (Rhodes,
experiencing of traumatic Parrett & Mason, 2016).
events (k = 13)
Q16: I was experiencing being raped and being sexually abused, but there wasn’t anybody there to say... They just aid “It’s paranoid
schizophrenia” which means I was imagining it. But there wasn’t anybody there who said to me “Well have you in your childhood ever
ﬁ experienced these things? That might explain why at this point in time you’re experiencing things happening like something outside of you,

Experiences of psychosis and its function (k

that you’re being raped by something outside of you”. (Thornhill, 2002).

Psychosis as a response to Psychosis as a

the aftermath of trauma meaning-

(k=18) making process
(k=12)

Q17: Once | worked through the fact... of the abuse...and the biggest issue of abuse for me was finding myself innocent um...and once I'd
found myself innocent then the whole reason that the voice had power was gone. The voice's power was rooted in the fact that | was guilty.
But once I'm innocent, where's the power of the voice? The voice can still be there, but it has no power. (Thornhill, 2002).

Q18: My grandfather came to me and said he did what he did, he sexually abused me because he was sexually abused himself. (Rhodes et al.,
2017)

Psychosis as a
means of

coping (k =11)

Q19: They ask me whether I ate or if I've rested well. They say they miss me and look forward to meeting me soon... it’s nice that there is

someone to ask me these things after all these years. (Vallath et al., 2020).

Q20: Of course it’s scary when you constantly see those characters flying around you and hear those voices. But on the other hand it was a
constant fight with my parents about what was real and what was not, even though the real world was precisely what | was afraid of.
(Bergstrom et al., 2019).
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Theme 1.1. Psychosis-onset linked to a discrete traumatic event

Psychosis-onset was linked by some to a discrete traumatic event, which was usually
portrayed as having occurred temporally close to the psychosis starting. Such links were often
narrated with a sense of clarity- with participants explaining that a specific event, seemingly in

isolation, triggered the onset of psychosis soon after (Q1; Q2; Table 5).

Some authors (e.g. Butcher et al., 2020) also acknowledged that some participants drew clear
links between an earlier traumatic event and the onset of psychosis, despite these being temporally
distant (e.g. ‘knowing’ that a traumatic event contributed to psychosis without it being a temporally-

close trigger).

Theme 1.2. Psychosis-onset linked to an accumulation of traumatic events and stressors
Psychosis-onset was also linked to an accumulation of traumatic experiences and/or social
stressors, beyond the impact of one discrete event. This included both repeated instances of a similar
event over time (e.g. bullying and victimisation) and an accumulation of distinct-but-interconnected
events and stressors, temporally distinct from the psychosis-onset (Q3; Table 5). A chain of events,
with an emphasis on loss-events, occurred consequentially following a traumatic event; this worsened

the primary problem, depleted resources to cope, and increased the likelihood of future stressors.

While some stressors and losses linked directly to traumatic events, many participants also
described accumulative stressors linked to broader systems of social disadvantage. Poverty,
homelessness and employment difficulties were mentioned in almost all studies that linked
accumulative stressors with the onset of psychosis, particularly in studies with a high proportion of
participants from minoritised ethnic backgrounds. Social inequality and discrimination (e.g. racism;
language and cultural barriers; immigration policies) contributed to the accumulation of social
stressors, exacerbating distress and obstructing access to resources. One Black participant described

this as an intergenerational accumulative process (Q4; Table 5).
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Superordinate theme 2: Changes in the aftermath of traumatic events

The second superordinate theme comprises three sub-themes associated with the disruption
caused by traumatic events. This was characterised by unwanted, distressing internal conflicts,
emotions and/or changes in relationships, resulting in a changed internal and external landscape which

was described by participants as being at odds with their previous ways of understanding the world.

Theme 2.1. A changed sense of myself, others and the future
In coming to terms with the traumatic event(s) and their aftermath, participants made new
meaning about themselves, other people, the world and their futures. This change was narrated as

distressing and difficult to negotiate.

Some people faced internal conflicts related to the negative impact trauma had on their sense
of self. Feelings of worthlessness and self-hatred and confusion about one’s identity were expressed
in relation to the aftermath of the traumatic event, and contributed to a sense of not being able to cope
with future hardship (Q5; Table 5). Morality was another common theme within this; where shame or

self-blame were identified, some participants expressed a sense of themselves as ‘bad’.

For others, the conflict centred on their sense of others and/or the world around them. Some
participants described conflicting feelings about specific relationships, such as a complicated
relationship with a father who was once caring, and later sexually abused a participant (Vallath et al.,
2018). Other participants described grappling with newfound lack of safety in the world, and a general

‘shattering’ of their trust in others.

Uncertainty about the future was another common conflict; traumatic events were often
narrated as having disrupted an expected life course, whether due to the detrimental impact of the
traumatic event, or a significant loss or bereavement. This resulted in difficulty in envisioning what
‘new’ future they were embarking upon. Across these conflicts was a sense of traumatic events and
their aftermath as diverging from personal and/or cultural expectations about how things could or

should have been (Q6; Table 5).
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Theme 2.2. Unresolved emotions
Powerful and overwhelming emotional experiences (e.g. sadness, guilt, shame and anger)-
described in diagnostic terms by some (e.g. depression, anxiety, suicidality)- occurred in the aftermath

of traumatic events. Sadness was mentioned particularly in relation to loneliness and loss.

For many there was a sense of entrapment linked to the emotions- the emotions being trapped
in their bodies, or participants feeling trapped by the emotions. One participant, in a study exploring
experiences of ‘negative symptoms’ of psychosis, described how these emotions stayed with him in
the aftermath of abuse (Q7; Table 5). For some, this was an embodied experience more than a specific
emotion- one participant described how a bodily feeling of “crippled-ness’ linked to childhood abuse

(Q8; Table 5). These emotions were often described as remaining ‘unresolved’ into adulthood.

Theme 2.3. Lack or loss of support

Participants spoke to changes in their relationships- either as a direct result of the traumatic
event, or through the aftermath- which were generally characterised by a lack or loss of support. For
many, the loss of support was linked directly to the traumatic event- such as bereavement, relationship
loss or forced migration. For others, the lack or loss of support was more gradual in the aftermath of
traumatic events, with participants themselves withdrawing, or distance created (intentionally or not)
by friends and family. This loss of support not only left participants with less social resource with
which to navigate the aftermath of traumatic event(s), but, for some, was also a source of distress in

itself (Q9; Table 5)

Additional barriers to support were faced by people from minoritised ethnic backgrounds (e.g.

confusing healthcare systems, asylum status, racism), which also reduced a sense of ‘belonging’

(Q10; Table 5).

Conversely, some participants described feeling supported in the aftermath of traumatic
events, with some authors commenting on the importance of relationships and access to support in

promoting wellbeing.
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Superordinate theme 3: Navigating the aftermath of trauma

The third superordinate theme covered two processes participants used to cope with the
distressing aftermath of traumatic events, which may have been helpful at a time, but which
participants described also contributed to a sense of being stuck in the trauma. These processes were
shared seemingly spontaneously by participants, as there were no studies actively aiming to explore
people’s ways of responding to traumatic events. Though describing polarised processes, these did not
seem mutually exclusive- instead, it seemed that people may adopt different approaches at different

times, and in response to different sources of distress.

Theme 3.1. Over-dwelling

Some participants described over-attending to thoughts, emotions and embodied sensations
related to the traumatic event (Q11; Table 5)- Hutchins and colleagues termed this ‘over-dwelling’
(Hutchins et al., 2016). Some people identified as having ‘always been over-thinkers’, whilst for

others, the process was borne from the traumatic circumstances.

For some, overthinking appeared to serve a function of trying to process past events- either to
make sense of them- especially where ‘over-thinking (Q12; Table 5). Other people spoke about over-
dwelling as feeling out of their conscious control, and more as a process of being bombarded by their

experiences. Generally, over-dwelling was narrated retrospectively as a having increased distress.

Theme 3.2. Avoiding

Participants also described an avoidance of thoughts, emotions and/or embodied sensations
linked to traumatic events and their aftermath (Q13; Table 5). Similar to over-dwelling, there was
variation in the control participants had over avoiding, with some describing it as a process of actively
‘shutting out’, and others a perceived inability to face thoughts and emotions from the past (Q14;

Table 5).
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Studies mentioned different methods of avoidance- some intrapersonal such as blocking or
suppressing unwanted thoughts and emotions, and others described throwing oneself into work or

using alcohol or drugs (especially cannabis) as a means of blocking emotions and memories.

Where participants described attempts to suppress, block or avoid unmanageable emotions,
many then narrated the onset of psychosis as an ‘emotional over-spill”’ or ‘collapse’, suggesting that
the re-emergence of overwhelming emotions coincided with the onset of psychosis. Accounts of
avoiding differed from accounts of over-dwelling in this way; the onset of psychosis following
avoidance of thoughts and emotions was narrated as sudden and explosive, whereas over-dwelling

seemed to tip into psychosis more gradually.

Superordinate theme 4: Experience of psychosis and its links with traumatic events

The final superordinate theme relates to how traumatic events were linked to the subjective
experience of psychosis. Most studies spoke to phenomenological links between traumatic events
participants had experienced in the past, and the content of their subsequent experiences of psychosis;
as such, this superordinate theme comprises two themes- a) accounts of psychosis being a more
concrete re-experiencing of traumatic events, and b) psychosis as a more abstract response to the
changed post-traumatic landscape. For some, identifying links between traumatic events and the

content of their psychosis- alone or in therapy- was important in moving forward with their recovery.

Unlike the other themes in this review, there were many references actively seeking to

understand participants’ subjective experience of psychosis.

Theme 4.1. Psychosis as a re-experiencing of traumatic events
Some participants described their experiences of psychosis as involving a ‘re-experiencing’ of
past traumatic events. The degree to which experiences of psychosis reflected traumatic events

seemed to occur on a spectrum. Some described reexperiencing whole memories, such as being
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‘thrown back in time’ by powerfully re-experiencing traumatic experiences similar to trauma-induced

flashbacks.

Fragmented components of the memory were relived, by some, in aspects of anomalous
experiences such as voices. For example, one man described hearing the voices of soldiers who had

attempted to arrest him (Q15; Table 5).

Similarly, some spoke about re-experiencing emotions (especially suspiciousness) or
sensations reminiscent of traumatic experiences. Notably, two studies linked the re-experiencing of
somatic sensations with childhood sexual abuse; whilst the participant drew a clear link between the
two in one study (Q16; Table 5), in the other it was unclear if the participant made a coherent link

about these experiences (Pietkiewicz et al., 2021).

Theme 4.2. Psychosis as a response to the aftermath of trauma

In contrast to the previous theme which encapsulates more direct translations of traumatic
events into the content of psychosis, this theme discusses more abstract transformations of traumatic
content. Trauma-focused studies more often reported phenomenological links between traumatic
events and psychosis than psychosis-only studies, making it difficult to conclude whether participants
spontaneously focus on such links in their explanatory models. In half of the studies supporting this

theme it was unclear whether the links were made by participants or were interpretations of authors.

Sub-theme 4.2.1. Psychosis as a meaning-making process

Psychosis was narrated by some as a process by which sense was made of traumatic
experiences; this could be helpful- e.g. by reducing the power voices held (Q17; Table 5)- but could
also be confusing and distressing. For some, the meaning-making occurred through an active process
of combing through past events ‘like a detective’ in the hope of finding ‘answers’ (e.g. Thornhill,
2002), or could be a less active process through which voices or visions would provide meaning for

traumatic events (Q18; Table 5).
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Psychosis was also narrated as being as a vehicle for engaging with themes and conflicts in
the aftermath of trauma related to participants changed sense of self, others or the world, e.g. a sense
of worthlessness resulting from traumatic experience(s) being reflected in voice content (e.g. Wheeler,
2019); an externalisation of conflicting feelings about an abusive father (Vallath et al., 2018); a wish
to have been able to defend oneself from abuse externalised into a vision of a policeman (Vallath et

al., 2018).

The meaning-making process was sometimes described as an embodied process rather than a
cognitive one. One participant shared that re-experiencing somatic hallucinations linked to childhood
sexual abuse helped her connect with anger related to the incident, which then led to a sense of

connection with women more broadly, in the context of gender-based violence (Rice, 2009).

Some people described psychosis as a helpful transformation of traumatic themes or conflicts,

for example voices providing reassurance or providing support when faced with difficulty.

Sub-theme 4.2.2. Psychosis as a means of coping
Some authors and participants spoke about psychosis providing a means of coping with the

aftermath of trauma.

Anomalous experiences- especially voices- provided some participants with opportunity for
connection or re-connection; this was described particularly in response to relationship loss,
bereavement and loneliness. ‘Seeing’, ‘hearing’, ‘feeling’ or ‘speaking to’ a deceased loved-one, for
example, fostered a sense of connection with them which often, but not always, helped people feel
supported and guided (Q19; Table 5). Connection was also developed through anomalous experiences

related to other people, such as neighbours, celebrities, spiritual entities, or extra-terrestrials.

Anomalous experiences served a function of protecting participants from feared future harm,
based on their previous experiences of adversity. Paranoia was described at an attempt at maintaining
safety, which was later perceived as an over-generalisation of concern stemming from specific

negative experiences. Some participants also described voices as actively trying to “protect’ them, for
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example by advising they refrain from discussing traumatic events to protect from pain (Campodonico
et al., 2021). Anomalous experiences were also described as serving as a means of taking people away
from difficult realities or emotions in the present, e.g. by escaping into ‘imaginary’ relationships or

worlds, or serving as a distraction (Q20; Table 5).

Some coping functions of psychosis were described such that it was difficult to conclude
whether the links were made by participants, or were authors’ interpretations of participants’
experiences. Two authors also described a process whereby psychosis involved the reversal of
negative self-concepts, leading to an exaggerated sense of self-worth as a means of coping (Strand et

al., 2015; Dickson et al., 2016).

Discussion

This is the first review to synthesise qualitative first-hand accounts of psychosis with an aim
of examining links made between traumatic events and subsequent experiences of psychosis. Thirty
two qualitative studies had examined the perspectives of people affected by psychosis; most had
focused on subjective experiences of psychosis or the link between traumatic events and psychosis,
with a minority focusing on other related phenomena (e.g. sleep, recovery, Hearing Voices Network

groups, discrimination, emotions).

Traumatic events were linked to psychosis in isolation and as part of an accumulation of
stressors. In the aftermath of psychosis, people experienced significant intrapersonal and interpersonal
changes and overwhelming, unresolved emotion; these changes differed greatly from people’s
expected life paths and required significant adjustment. ‘Avoidance’ and ‘over-dwelling’ were two
processes identified to help cope with the aftermath of the traumatic event, which were described as
eventually ‘tipping into’ psychosis (characterised as a sudden overspill of emotion, when following

avoidance). Anomalous experiences linked to psychosis were described by some as a re-experiencing
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of parts of the traumatic memory (ranging from literal to fragmented), whilst for others seemed to

form more abstract processes of making sense of or coping with difficult life experiences.

The themes, as described above, are visually represented as a process below (Figure 3). This
is not intended to represent a definitive pathway from traumatic event to psychosis-onset, rather to
illustrate links drawn by participant accounts included in the current review. The model sits within a
context of social inequality and discrimination, in light of the role of broader structures of inequality

and oppression in the traumatic events and life stressors shared by participants.

Figure 3. Visual representation of the themes drawn between past traumatic events and experiences of

psychosis.
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Notably, some participants were either uncertain about links between traumatic events and
psychosis-onset, had not considered these, or related past adversity to general life suffering rather than
psychosis specifically. As such, this process represents an integration of themes related to connections
where they had been drawn, whilst acknowledging that trauma may not be central to the explanatory
models of all whom have experienced it. Moreover, explanatory models of psychosis for people who
do not identify as having experienced traumatic events will, again, generate different explanatory
models around their experiences (e.g. Johnson & Orrell, 1995). Reviews of existing literature have
pointed to complex and pluralistic explanations of psychosis, including models based on supernatural

and/or religious events, psychosocial stress and biomedical factors (Bhikia et al., 2012).

The weight of trauma: Accumulation and the role of loss

Traumatic events were linked to the onset of psychosis both when temporally-close to the
psychosis-onset (i.e. a ‘trigger’; Arseneault et al., 2011) and when temporally-distant (as part of an
accumulation of stressors; Varese et al., 2012), with the latter featuring more heavily in participant
accounts. This accumulation of events was narrated as a process of being ‘worn down’ by a series of
traumatic events, and life stressors, the relentlessness of which depleted participants’ resources,
leading to a sense of hopelessness and being unable to cope. For some, this depleted resources to a

point that even daily tasks contributed to this ‘wearing down’ process.

The range of adverse events identified as significant by participants is in keeping with
research identifying associations between psychosis risk and events such as loss, economic
deprivation and familial separation (Harrison et al., 2001; Read et al., 2009; Trotta et al., 2015).
Quantitative studies linking traumatic events and psychosis vary in their inclusion of events that fall
outside of Criterion A of the PTSD diagnosis (APA, 2013; Vila-Badia et al., 2021). The challenge of
balancing inclusivity of adverse events with brevity and accessibility of routine measures has been
noted in the literature (Carr et al., 2018). Given that traumatic events as categorised by diagnostic
manuals have been linked only with slightly higher PTSD symptoms compared to non-traumatic
stressors (Hyland et al., 2021; Larsen & Pacella, 2016), an inclusive approach to the assessment of
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traumatic events and life stressors should be taken, led by the meaning and importance client place on

events in their own life stories (Campodonico et al., 2021).

Loss

In particular, Vallath and colleagues propose that loss is central in how EbE link traumatic
events and psychosis (Vallath et al., 2020). Loss was mentioned in 16 studies, and was the subject of a
theme in three of these (Laithwaite et al., 2007; Langley, 2020; Vallath et al., 2020). Loss events were
more often linked spontaneously to psychosis-onset in participant accounts; in the present review loss
emerged in participants’ accounts of precipitative traumatic events (e.g. significant bereavement),
inner conflicts (e.g. a sense of losing one’s prior self or expected future), and as a loss of support
following traumatic events. Vallath and colleagues linked this association to Conservation of
Resources theory, which proposes that adverse events threaten and/or deplete coping resources,
leading to ‘traumatic stress’; the theory therefore characterises all adverse life events as ‘loss events’

at their core, proposing that regaining these resources supports ‘recovery’ (Hobfoll et al., 1995).

While there is some literature linking loss events such as parental separation and death with
risk of psychosis (Ayerbe et al., 2020; Misra et al., 2019), this is a relatively under-researched area. In
qualitative literature, one review exploring identity change in psychosis identified loss of relationships
and roles as one of five significant contributors to identity change related to psychosis, and that
identify change in itself is typically narrated as a loss (Conneely et al., 2021). An expert by
experience-led qualitative review also commented on the importance placed on a series of personal

loses in the lead up to psychosis-onset (Fusar-Poli et al., 2022).

Cumulative impact: For whom is this most likely?
This ‘wearing down’ process was particularly evident in accounts from studies of participants
from minoritised racial backgrounds and/or who were non-native to the research country, and was

linked both to the elevated life stressors posed by systemic discrimination such as racism, and

43



inaccessibility of formal support structures (e.g. Brown, 2016; Leavey et al., 2007). This is in line
with research identifying ethnic minority position and migrant status as risk factors for psychosis
(Leaune et al., 2019; Selten et al., 2019). Social disadvantage, linguistic distance and
disempowerment resulting from structural, identity-based exclusion have been proposed as reasons

for this increased risk (Jongsma et al., 2020; 2021).

Given that participants in the current study drew links between their experiences of adversity
and development of psychosis, intervention is required at a socio-political level (e,g. through research,
education, funding and policy change) as well as an individual one (Anglin et a., 2020). Employment
and housing support, for example, might be considered a preventative, public health intervention in
itself through the mitigation of risk of psychosis posed by accumulative traumatic events and life
stressors. This aligns with research suggesting that social factors such a housing and employment are
important therapeutic priorities for people diagnosed with psychosis (Douglas et al., 2021; Wood et

al., 2013).

Mechanisms of impact: A struggle to manage the aftermath of traumatic events

Many accounts in the present review described internal conflicts related to oneself, others, the
world and the future, which were rooted in the traumatic event and brought about changes which
significantly deviated from past experiences or expected norms. Schema-based models of PTSD
propose that ‘traumatic intrusions’ arise from a lack of integration of traumatic experiences into
existing organisations of information related to oneself, others and the world (e.g. Brewin & Holmes,
2003; Janoff-Bulman, 1989; Rafaeli et al., 2011; Strachan et al., 2022). From an attachment
perspective, expectations about self/other/world can emerge through early caregiving relationships;
therefore when traumatic events involving a breach of parental trust occur in childhood, there is a
greater risk of attachment insecurity (Raby et al., 2017). Disruption to the sensitivity and attunement
of caregiving relationships has been found to mediate the relationship between traumatic events and

anomalous experiences in psychosis (Sitko et al., 2014; Wickham et al., 2015)
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Disruption to identity and ‘self-hood’ is highlighted in phenomenological accounts of
psychosis (e.g. Hamm et al., 2018; Mishara et al., 2014; Sass & Parnas, 2003). Such models suggest
that disruption to a clear sense-of-self and -other can impact the coherence of personal narratives, and
give rise to anomalous experiences. Identity-related topics were spontaneously mentioned in over
80% of open-ended interviews with young adults at clinical high risk for psychosis compared to 38%
of interviews with controls, suggesting that identity-related topics are pertinent to this group (Sarac et
al., 2022). Alongside the present review, this suggests that identity-related conflicts pertaining to a
changed sense of oneself/others/the world/the future may be relevant and valued focuses of

therapeutic intervention for people affected by psychosis and traumatic events.

The impact of traumatic events on relationships also featured in participant accounts.
Participants described an altered sense of other people and/or the world in the aftermath of traumatic
events, often characterised by mistrust, fear or anger directed specifically and/or generally towards
others. A lack or loss of support also featured in accounts of the aftermath of traumatic events, and
have been linked to psychosis-onset in existing literature (Gayer-Anderson & Morgan, 2012). Rates of
childhood traumatic events and reduced social support have been found to be elevated in individual at
high risk for psychosis compared to controls (Huang et al., 2019). Social isolation is a commonly
reported challenge for people experiencing psychosis (Eglit et al., 2018), with some theorising this
may contribute to the development and maintenance of anomalous experiences by reducing

opportunities for reality testing (Lim & Gleeson, 2014).

Avoidance and over-dwelling- processes described by participants of the current review- are
also implicated in models and research related to trauma and psychosis (Ehlers & Clark, 2000;
Freeman et al., 2001; Hardy, 2017). Psychological models of PTSD propose that avoidance and
thought suppression (driven by fear) leads to thoughts and emotions returning more strongly.
Rumination is associated with a greater risk of PTSD, and is thought to strengthen unhelpful beliefs
linked to traumatic events (Ehlers et al., 1998; Ehlers & Clark, 2000). Models of psychosis have
identified avoidance as a common safety behaviour (Freeman et al., 2001), with Hardy’s model of

post-traumatic stress in psychosis (Hardy, 2017) identifying both rumination (similar to over-
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dwelling) and avoidance as coping strategies adopted which may ultimately prove unhelpful, and
maintain experiences of psychosis. Avoidant coping has been found to mediate the relationship
between childhood trauma and psychosis, and has been linked in particular to negative symptoms
(Powers et al., 2016; Raffard et al., 2010). Rumination and cognitive self-consciousness (‘the
tendency to focus on one’s thought processes’; Cartwright-Hatton & Wells, 1997, p. 387) have been
linked to the experience of hallucinations for people diagnosed with schizophrenia (Baker &
Morrison, 1998; Sterling et al., 2007). Interestingly, accounts of ‘over-dwelling’ in the current review
seemed to relate to a broader spectrum of experiences (e.g. emotions, embodied sensations) rather

than a purely cognitive process.

Richness in the meaning of psychosis

Psychosis was characterised as an experience rich in meaning; historically, beliefs considered
anomalous in the context of psychosis have been regarded as ‘empty speech acts’ (Berrios, 1991).
Moreover, participants drew links between anomalous experiences and traumatic events; this contrasts
with psychological models which suggest the transparency of links between life events and ‘symptom
content’ may be a differentiating factor between PTSD and psychosis (Morrison et al., 2001).
Moreover, beyond thematic connections, anomalous experiences often served functions to participants
in relation to traumatic experiences in relation to generating understanding of past events, or coping
with the aftermath of them. This functional conceptualisation of anomalous experiences aligns with
recovery-oriented models of psychosis, which present a more hopeful construction of psychosis as an
understandable human experience (Leonhardt et al., 2015; 2020). It also fits with research suggesting

that post-traumatic growth in psychosis is mediated by meaning-making (Mazor et al., 2016).

Participants in several studies noted that understanding the link between traumatic events and
subsequent psychosis was ‘central’ to their recovery. Others expressed a wish that they had been
given an opportunity to explore such links sooner- or at all- while accessing services. As well as the
routine screening of traumatic events for people presenting with experiences of psychosis (Carr et al.,
2018), having an opportunity to make new meaning around significant changes in one’s life
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(traumatic events, experiences of psychosis, and their impacts) can be a meaningful and hopeful aim

for intervention, and of psychosis services broadly (Ng et al., 2021).

Limitations

There are a number of limitations of the current review to consider. A core finding of the
current review, and a limitation of the studies reviewed, is an absence of explicit consideration of the
impact of researcher bias and the role of personal characteristics on the research process; this was
demonstrated in only 53% of studies. Given the inevitability of the influence of researchers’ own
positions over the research process (Buetow, 2019; Norris, 1997), demonstration that researchers have
considered their own lenses and biases that could impact the collection and interpretation of data is
essential in increasing the credibility of the findings, and enhancing understanding of the work
(Berger, 2015). As such, this limits the extent to which conclusions can be considered to represent the
views of participants, as opposed to that of the researchers (Poggenpoel & Myburgh, 2003). For
example, researchers may hold an expectation of participants’ answers to fit with existing
psychological models linking trauma and psychosis (Ponterotto, 2002). As such, comparisons were
made throughout the analysis between support for themes by studies with trauma-specific aims, and
those focusing on psychosis more broadly, to ascertain whether ideas related to trauma seemed to be
raised spontaneously (i.e. in general psychosis studies) as well as in trauma-specific studies. Theme
4.2. (related to more abstract reflections of traumatic events in anomalous experiences) had more
support from trauma-specific studies, raising questions about the extent to which the conclusion
represents the views of EbE. Furthermore, only 22% of studies mentioned whether participants had
undertaken therapy; this further limits interpretation of the extent to which ideas shared were
influenced by therapists (and therefore psychological theory), versus representing self-developed

explanatory models (e.g. Carter, 2002; Johnson & Orrell, 1995).

Similarly, both the author and research supervisor of the present review are white European
clinical psychologists working in healthcare systems. Our clinical psychology training may bias us
towards interpretations of the data that fit with existing psychological models (Ponterotto, 2002).
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Western culture, clinical psychology training programmes and healthcare systems are individualist by
nature, so despite paying attention to this, this may also have influenced our interpretation of the data
in favour of individualist processes (Hwang, 2019). This may also be true of the included studies, the
vast majority of which took place in Europe and the United States and did, indeed, speak more to
individualist processes within psychosis. The combination of the lack of researcher and participant
demographic information available limits the extent to which cultural bias in the data can be assessed;
for example, if both researchers and participants were from predominantly Western cultures then
cultural bias may be low but the results may have reduced generalisability, whereas if participants
were from predominantly non-Western cultures then the research design and analysis may not capture
culturally-pertinent themes (e.g. Does et al., 2018). Furthermore, the pragmatic exclusion of studies
for which an English-translated version was not available may have further biased the data available
towards studies representing more Western, individualised perspectives; this may go some way to
explain, for example, the lack of focus on collectivist processes and spirituality in the analysis (Carter,

2002; Menezes Jr & Moreira-Almeida, 2010).

Half of studies failed to report age, gender, and ethnicity as minimum demographic data, with
47% specifically omitting information about participant’s racial identity; this is slightly more
optimistic than findings by DeJesus and colleagues (2019), which found that 73% of 1149 articles in
11 journals between 2015 and 2016 did not report the racial identity of participants, but still limits the
depth to which findings can be interpreted and understood. Social identity can consciously and
unconsciously shape the way people think, behave and experience the world, and therefore
significantly influences the interpretation of research (Does et al., 2018; Ellmers, 2012). The existing
psychosis research base- and the psychosocial models developed from it- disproportionately focuses
on Western countries, and often fails to include a representative proportion of African-American
participants relative to the populations samples are drawn from (Buckhard et al., 2021). Given that
many forms of traumatic events (particularly abuse and violence) are grounded in systems of
oppression (e.g. Goodman, 2014), information about the social identities of participants is integral in

understanding the experiences shared in context. Future research would benefit from researchers
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reporting age, gender and ethnicity as minimum demographics (with consideration given to additional
demographic information which may help situate the data) as well as involving representatives of the

study population in the development and implementation of research (Staniszewska et al., 2018).

It was beyond the scope of the present review to explore the experience of psychosis as a
traumatic event in itself, as has been highlighted as a common phenomenon and important research
focus (e.g. Buswell et al., 2021; Fornells-Ambrojo et al., 2016). In the present review, some studies
(e.g. Bergstrom et al., 2019; Hutchins et al., 2016; Taylor, 2005) identified consequences of psychosis
(e.g. unimaginable emotion, deviance from life as it was once known) that were comparable to
features of the aftermath of traumatic events shared by participants, an observation is supported by
existing literature (Firmin et al., 2020). As such, psychosis-onset may build on and maintain existing

cycles born from traumatic events, and contribute further to the cumulative impact of trauma .

Conclusion

This review synthesises qualitative studies related to first-hand experiences of psychosis, and
provides a detailed analysis of what connections people make (and do not make) between traumatic
events and the onset and subjective experience of psychosis. The results provide insights into areas of
focus in clinical practice related to the assessment of life events that may be significant in psychosis-
onset, and to possible avenues of intervention. It also highlights directions for future research, in
particular related to considerations of researcher reflexivity and minimum demographic data

reporting.
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and clinician views
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Abstract

Aim: This study aimed to explore the views of Experts by Experience (EbE) and clinicians on the use

of Narrative Exposure Therapy (NET) in Early Intervention in Psychosis (EI) services.

Method: A semi-structured interview about the process and impact of NET was conducted with four

EbE and eight clinicians. Data was analysed by thematic analysis.

Results: Five overarching themes were generated from the analysis. The first related to fear and
avoidance of memories which reduced as the intervention progressed. The second related to the
centrality of trust in trying NET. The third encompassed processes by which people organised and/or
made meaning about past experiences, following which traumatic memories felt more distant and
carried fewer distressing emotions. The fourth related to strong emotions generated through NET
(usually temporary, sometimes overwhelming) for EbE and clinicians. The fifth related to

considerations about the implementation of NET by El clinicians.

Conclusion: This study presents rich insights into EbE and clinician experiences of NET in a
naturalistic clinical setting. NET was valued by EbE and clinicians and had a meaningful impact on
traumatic memories, but should be offered following careful consideration of the challenge of the

intervention. Implications for clinical practice and future research are outlined.

68



Introduction

Links between traumatic events and psychosis

Recent years have seen an increased interest in links between trauma and psychosis, both in
terms of theoretical understanding and therapeutic intervention (Larkin & Read, 2008). Psychosis is a
term used to describe a broad range of experiences, including those considered anomalous such as

voice-hearing and distressing beliefs (British Psychological Society; BPS, 2017).

The DSM-5 defines events as being traumatic where they involve exposure to actual or
threatened death, serious injury or sexual violence (American Psychiatric Association; APA, 2013).
Childhood traumatic events has been estimated to increase the risk of psychosis in prospective and
cross-sectional research, and have been significantly associated with the severity of anomalous

experiences (Bailey et al., 2018; Varese et al., 2012).

Psychosis may be particularly linked to multiple or repeated traumatic events (Croft et al.,
2018; Mueser et al., 1998; Shevlin et al., 2007). Prospective studies suggest individuals are at a
greater risk of psychosis following multiple traumatic events than single-case events (Croft et al,
2018; Galletly et al., 2011). Population data research has identified a dose-type relationship between

incidences of traumatic events and risk of psychosis (Bentall et al., 2012; Shevlin et al., 2007).

Anomalous experiences (e.g. persecutory voices) and intervention for psychosis (e.g. hospital
admission) may also constitute traumatic events in themselves- some suggest the first episode of
psychosis (FEP) is particularly likely to be experienced as traumatic due to its novelty (Mueser &
Rosenberg, 2003). Estimates of rates of psychosis-related post-traumatic stress disorder (PTSD) range
from 11-51%, though methodological limitations in its assessment have prevented authors from
calculating a revised estimate (Fornells-Ambrojo et al., 2016). One meta-analysis examining the
traumatic experience of psychosis estimated a pooled prevalence of 30% for PTSD diagnosis
following an episode of psychosis and 42% for PTSD symptoms, with results suggesting that people

admitted to inpatient units may be at greater risk (Rodrigues & Anderson, 2017). Participants in one
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qualitative study described aspects of their experience of psychosis, strong emotions and hospitalised

treatment as being traumatic (Lu et al., 2017).

Psychological models have considered pathways linking experiences of trauma and psychosis.
Psychosis could be explained using similar psychological mechanisms thought to be involved in the
development and maintenance of PTSD (Hardy, 2017; Morrison, Frame & Larkin, 2003). Key
processes in PTSD-development are thought to involve obstructed encoding of traumatic memories by
stress-induced neurobiological changes, resulting in memories high in emotional salience but lacking
contextual information related to the ‘when’ and ‘where’ of the event. A similar mechanism may
explain the development of psychosis, with parallels drawn between psychotic intrusions and post-

traumatic flashbacks (Brewin & Burgess, 2014; Hardy, 2017).

Psychosis may also be maintained by similar processes to PTSD. A recent meta-analysis
found emotional dysregulation, hyperarousal, avoidance and dissociation to mediate the relationship
between traumatic events and the development of hallucinations, and negative schemata to mediate
the relationship between traumatic events and delusions or paranoia (Bloomfield et al., 2021; Longden
et al., 2012). These are processes often also implicated in PTSD, and may form distinct pathways
from traumatic events to forms of anomalous experiences. Traumagenic neurodevelopmental models
have also proposed neuroanatomical and biochemical mechanisms underpinning the development and

maintenance of post-traumatic psychosis (Read et al., 2001; Read et al., 2014).

Trauma-focused interventions and psychosis

The National Institute for Health and Social Care Excellence (NICE) currently recommend
following guidance for PTSD to inform trauma-focused work with people experiencing psychosis,
with emerging literature exploring their effectiveness (NICE, 2014; 2018). A meta-analysis of 15
controlled and un-controlled studies examining trauma-focused interventions (cognitive behavioural
therapy- CBT; eye movement desensitization and reprocessing- EMDR; prolonged exposure-PE)

concluded that the interventions were safe, and effectively reduced PTSD symptoms in psychosis
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samples. EMDR and PE were also associated with improvements in mood and anxiety. Evidence
regarding the interventions’ impact on psychosis symptoms was inconsistent (Swan et al., 2017).
Notably, one of the included randomised controlled trials (RCT) involving delivery of EMDR or PE
with people experiencing psychosis found both interventions showed a greater reduction of PTSD
symptoms than the waitlist condition, with people in the PE condition significantly more likely to
achieve loss of diagnosis and full remission than the waitlist condition (van den Berg et al., 2015).
Most benefits were sustained at 12 month follow up (van Minnen et al., 2018; van den Berg et al.,

2018).

Another review focused on the impact of trauma-focused interventions on psychosis-related
symptoms found the interventions had a small significant effect on positive symptoms post-treatment
but not at follow-up, and a small significant effect on delusions and PTSD symptoms at follow-up.

Hallucinations and negative symptoms did not reduce significantly (Brand et al., 2018).

A review of six studies exploring the impact of EMDR on psychosis symptom scores found
the intervention to be associated with reductions in delusions, negative symptoms, and use of
medication and mental health services, with mixed findings related to auditory hallucinations and
paranoia. No studies reported adverse events, though two noted initial increases in psychosis-related
symptoms. The impact of EMDR and PTSD-related symptom scores was not assessed (Adams et al.,

2020).

Despite emerging evidence supporting the acceptability and effectiveness of trauma-focused
interventions, people accessing psychosis services are often not offered trauma-focused interventions,
even when a diagnosis of PTSD is made (Alvarez et al., 2012). Whilst clinicians generally reported
having a positive view on the use of trauma-focused interventions with this client group, barriers to
implementation included concern about potential harm during the intervention, the dominance of the
medical model in psychosis services, lack of structural support (e.g. training, communication between
disciplines), workload pressures and difficulties with therapeutic engagement (Chadwick & Billings,
2022; Gairns et al., 2015). Research exploring how trauma-focused interventions are experienced by
people with psychosis are vital in ensuring that interventions are acceptable and meet the needs of the
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individuals for whom they are designed. Speaking about traumatic events in therapy has been
described as both relieving and distressing by people experiencing FEP, and was considered

beneficial overall (Tong et al., 2017).

Narrative Exposure Therapy

Narrative Exposure Therapy (NET) is a NICE-recommended PTSD intervention for people
who have experienced multiple traumatic events, and is therefore also recommended for psychosis
(NICE, 2014; 2018). Based on psychological models of PTSD and memory (Brewin & Burgess,
2014), NET involves exposure to trauma memories in three stages; after a period of assessment and
psychoeducation about PTSD or complex PTSD, a physical ‘lifeline’ is created by placing stones
(traumatic events), flowers (positive events), candles (deaths) and sticks (involvement in violent acts)
or other representational objects along a piece of rope (Figure 1); this further contextualises traumatic
events within their personal timeline and highlights sources of strength amidst them (Elbert et al.,
2012; Schauer et al., 2011) . The therapist and client then move through each of the objects of the
lifeline; the client narrates each event, carefully integrating sensory-perceptual information with
contextual information related to time, place and context, aimed at reducing the sense of current
threat. The therapist produces a written testimonies after each narration which is shared and amended
in the following session, and may be used in legal proceedings or to build documentation of human

rights violations (Schauer et al., 2011).
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Figure 1. Example of a NET lifeline using stones (traumatic events) and flowers (positive events;

Schauer et al., 2011).

During the COVID-19 pandemic, guidelines around the online delivery of NET (e-NET) were
produced. Similar challenges were encountered between e-NET and in-person NET, with the authors
suggesting that it is the response to these challenges which may vary, including the assessment of and
response to dissociation, and creative approaches to the formation of the lifeline (Kaltenbach et al.,

2021).

Meta-analyses have reported significant and sustained reductions in PTSD symptoms and
PTSD diagnosis eligibility following a course of NET (Siehl et al., 2021; Wei & Chen, 2021; Wright
et al., 2020). NET has been observed to have small-to-medium between-group effect sizes on PTSD
symptom scores in the short term (<6 months) and large long-term (> 6 months) effect sizes (Siehl et
al., 2021). One review also supported the efficacy of NET for loss of PTSD diagnosis, though this was
no longer significant when accounting for publication bias (Wei & Chen, 2021). One review
identified a need for more specific reporting of cultural adaptation to NET to ensure cultural
suitability of the intervention, though noted that the cultural adaptations that were described sounded

‘promising’ (Wright et al., 2020).
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Emerging qualitative research into NET has explored the process and impact of NET from the
perspective of asylum-seeking people (Cicconi, 2018) and unaccompanied minors (Said et al., 2021).
Both studies spoke to the importance of a trusting therapeutic relationship in supporting participants
to share traumatic memories, and generated themes related to improvements in general wellbeing,
social relationships, and community participation (Cicconi, 2018), post-traumatic growth, self-
expression and self-efficacy (Said et al., 2021) and a reduction in trauma symptoms (Cicconi, 2018;
Said et al., 2021). The studies describe some challenges faced in the preparation and process of the
intervention- some specific to the intervention (e.g. the retelling of traumatic events), some related to

socio-cultural factors (e.g. differences between client and therapist, working with an interpreter).

Research has started to emerge related to therapists’ experiences of using NET. In a study
specifically exploring the use of the lifeline, therapists describe valuing the lifeline as a physical tool
that helped develop a coherent life story. The lifeline process could be an ‘emotional rollercoaster’ for
clients and therapists alike and presented some challenges around emotional containment, but was felt

to strengthen the therapeutic relationship (Dix, 2021).

NICE recommends NET as a trauma-focused intervention to be offered to people accessing
Early Intervention in Psychosis (EI) services due to the exposure component, proposed to be an active
ingredient in supporting the integration of trauma memories and reducing intrusions (NICE, 2013).
Research specifically evaluating the effectiveness and acceptability of NET for people accessing El
services is very limited. One available has found PTSD symptom scores associated with intrusions,
avoidance, cognition and mood to reduce following a course of NET for people labelled as having
‘serious mental illness’ (SMI; a label given to people ascribed diagnoses of bipolar disorder, major
depressive disorder, schizophrenia spectrum or personality disorder). Dissociation, medication-use
and severity of SMI symptom scores were also found to decrease (Mauritz et al., 2021). One case
Study examining the use of NET with a woman diagnosed with PTSD with ‘paranoid features’
described the client noticing an increased ability to distance herself from emotionally engaging with

traumatic memories, and a reduction in paranoia (Katsounari, 2015). One review exploring how NET
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is used in ‘complex circumstances’ found NET to be safely applicable following numerous

unpublished pilot studies based in an inpatient psychosis setting in Germany (Breinlinger et al., 2020).

Research aims

Further research is required to examine the acceptability, feasibility, efficacy and
effectiveness of NET for people experiencing psychosis. Qualitative methods have been deemed
appropriate and important in informing newer areas of research and clinical practice (Barker et al.,
2016). First-hand experiences of psychological interventions from the perspective of Experts by
Experience (EbE) and clinicians is crucial in building understanding around the process of therapy,
potential mechanisms of change and adaptations that may enhance the intervention for specific

groups, as well as enhancing future quantitative evaluation (Skivington et al., 2021).

The current study aims to explore how NET is experienced by EbE and clinicians in El
services, including their perspectives on the impact of the intervention and what process factors may
have contributed to this. Understanding this may inform possible adaptations to the intervention to
best meet the needs of individuals with psychaosis in clinical practice, and in possible future RCTs

examining the use of NET with this population.

Method

Procedure

The study recruited EbE and clinicians from EI services, with first-hand experiences of NET.
In order to capture a range of experiences from during and after the intervention, the inclusion criteria
was inclusive of EbE mid-intervention, having finished the intervention and having dropped out.

(Table 1).
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Table 1. Inclusion and exclusion criteria for study participants

Experts by Experience

Inclusion criteria Exclusion criteria

- Aged 18+ years - Unable to consent to the study under the Mental Capacity Act
- Have a primary diagnosis of psychosis (MCA)

- Report a history of multiple traumas - Have a primary diagnosis of intellectual disability or cognitive
- Have had a minimum of one ‘lifeline’ and one ‘narration of NET’,  impairment

or have had at least one session of NET before dropping out

Clinicians

Inclusion criteria Exclusion criteria

- HCPC qualified clinicians
- Undertaken training in NET
- Delivered NET with minimum 1 individual with a primary

diagnosis of psychosis

Recruitment took place predominantly within four EI services across a London NHS Trust.
Study information was shared with clinicians by email and in team meetings, and clinicians were
invited to self-refer, and/or identify clients they thought may be eligible for the study. Former ElI
clinicians were also invited to interview via generic email. Study documents can be found in
Appendices A —F.

Clinicians introduced potential EbE to the study and sought consent for them to be contacted
by the researcher. Nine EbE were contacted about taking part in the study and given a minimum of 24
hours to read the study information before consent to participate was sought; five declined to take part
in the study due to time commitments or not wanting to take part. A further two were tentatively
identified by their clinicians, but later experienced an increase in risk and distress and were referred to
inpatient wards, thus approaching them about the study was no longer deemed appropriate. 10
clinicians were approached, with two declining to take part due to time commitments and not being
eligible. Interviews were arranged on Microsoft Teams where possible and face-to-face at local El
services where more appropriate. The final sample comprised four EbE and eight clinicians, who were
interviewed between December 2021 and May 2022. Eight were interviewed remotely (clinicians n =
8; EbE n = 2), and the remainder face-to-face (EbE n = 2).
Before commencing the interview, the study information was reviewed, questions answered, and

participants reminded of their right to withdraw from the study at any time. Participants then took part
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in semi-structured interviews (described below) lasting around 1 hour, recorded on an encrypted
electronic recording device. Participants were debriefed at the end of the interview using a debrief
form and informal discussion, to ensure they felt supported if any difficult emotions had arisen.
Participants were compensated £10 in vouchers or bank transfer for their time and expertise, and were
given contact details for the researcher for any follow-up questions. Audio files were transcribed
using Scrintal (a GDPR-compliant online transcription software), pseudonymising the data and

removing identifying information. Recordings were then destroyed.

Routine outcome measures

Routine outcome measure data was retrieved from the EbE participants’ clinical files for
descriptive purposes with participant consent. The Trauma and Life Events checklist (TALE; Carr et
al., 2018) is a 21-item checklist which asks whether participants have experienced common traumatic
or stressful life events (including psychosis-related trauma), and which of them have had the most
impact. The PTSD Checklist for DSM-5 (PCL-5; Weathers et al., 2013) is a 20-item self-report

measure which assesses PTSD symptoms based on the DSM-5 diagnostic principles.

Semi-structured interview

Two semi-structured interview schedules- for EbE and clinicians- were developed iteratively.
Phase I: Initial areas of interest regarding EbE and clinician experiences of NET were developed
following a review of the NET literature, with a particular focus on studies focusing on NET and
psychosis, and any qualitative NET research (e.g.Cicconi, 2018; Mauritz et al., 2021; Said et al.,
2021). Initial areas of interest were noted; for example, Cicconi’s research highlights challenges faced
by EbEs during NET, which led to the inclusion of questions in both interview schedules around
ending NET early. Phase 11: An initial interview schedule was drawn up and developed iteratively,
through a process of refining and reviewing with the research supervisor (MFA), professional experts
and an EbE. Phase I11: The final interview schedules were piloted with a trainee clinical psychologist

with experience of delivering NET, and some minor amendments were made.
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The final interview schedules (Appendices G & H) aimed to explore three areas- the process
of delivering/receiving NET, the impact of the intervention and ideas about factors involved in
bringing about change. The interview schedules followed these topic areas, starting with broad
guestions about each, followed by more specific follow-up questions if needed. The interview
schedule was used flexibly to ensure the participants’ sharing of their experiences was guided- rather
than limited- by the questions and allowed space for unexpected aspects of experience to be shared

(Smith et al., 2009).

Ethical considerations

This study received NHS HRA ethical approval from the Dulwich Research and Ethics
Committee (reference 21/L0O/0525; Appendix K). Participants provided written informed consent
before taking part in interviews and were given the opportunity to take breaks to minimise the risk of
distress or fatigue, though both risks were considered unlikely. Due to the sensitive nature of trauma-
focused therapies, EbE were advised of the topic areas at the start of the interview, and informed that

they would not be asked about the sensitive topics they discussed during their NET sessions.

Analysis

Interview transcripts were analysed using thematic analysis, in line with literature identifying
thematic analysis as an appropriate method for change process research (Braun et al., 2014; Elliott et
al., 2001; Levitt, 2015). Thematic analysis aims to identify patterns of themes within data, allowing
for the consideration of similarities and differences within how participants describe their experiences
of NET, and their perspectives on mechanisms of change.

Braun & Clarke’s (2006; 2013) six step methodology was followed in an iterative manner; 1)
Familiarisation- reading and re-reading transcripts and making notes of initial analytic observations.
2) Coding- systematically identifying and labelling relevant features of the data relevant to the
research question- the first step in identifying patterns in the data, as it groups together segments of

data. 3) ‘Searching’ for themes- clustering codes to create a map of key patterns in the data. 4)
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Reviewing themes- checking whether the candidate themes ‘fit’ the coded data and the total dataset,
and that each theme has a distinct central organising concept. 5) Defining and naming themes- writing
a brief summary or definition for each theme and selecting a name- this should ensure conceptual

clarity. 6) Writing the report- weaving together the analytic narrative and vivid data extracts.

Transcripts were coded promptly after each interview, and the integration of EbE and
clinician accounts in the analysis was guided by a similar approach adopted by Galloway and Pistrang
(2019). Due to the recruitment schedule, the clinician interviews were analysed first, followed by the
service user interviews. In order to prioritise the voice of service users and to examine similarities and
differences between service user and clinician accounts, the themes and codes generated from the
clinician analysis were then revisited using the thematic framework generated from the service user
analysis, to identify whether and how each of the service user themes occurred in clinician accounts.
A final theme structure was then developed incorporating the themes shared across the service user
and clinician accounts, and one additional theme generated only from the clinician analysis. The final
set of themes was informed by their centrality and emphasis within individual transcripts, as well their

frequency across interviews.

Validity checks

In line with available guidance, validity checks were used to ensure the research was rigorous
and transparent (Elliot et al., 1999).

The researcher engaged in a bracketing interview at the start of the research process to
consider her own position and assumptions, and how this might influence the ongoing research. This
reflection continued throughout with a research journal used to aid this; some pertinent reflections are
shared below.

Demographic data was related to the personal background of participants- plus professional
backgrounds of clinician participants- to enable the sample to be situated, and this was referred to

throughout data analysis.
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The coding and themes were discussed between the author and research supervisor
throughout the analysis process, highlighting inconsistencies, overlaps or biases, in reaching
agreement on the final construction of themes.

Member-checking (Cresswell & Miller, 2000) was then used to check the final analysis fit
with what participants had tried to convey in interviews. The final analysis was then shared with eight
study participants, who were invited to respond with feedback in exchange for a £10 voucher. Two

EbE and one clinician fed back that they felt their experiences had been represented in the analysis.

Reflexivity statement

The author (RS) is a white British female in her 20’s. She is a trainee clinical psychologist,
with experience working therapeutically with people experiencing psychosis in community and
inpatient settings; this involved incorporating traumatic events into formulations, but not undertaking
trauma-focussed work. Later in the research process, she worked in a child sexual abuse service; this
involved doing trauma-focussed work with young people, but not NET. This lack of experience using
NET clinically allowed her to approach the interviews from a position of naivety and curiosity,
allowing her to focus on the experiences shared by participants. Half-way through the research
process, she undertook training in NET, thus increasing her theoretical understanding of the
intervention; following this, the researcher reflected on her learning from the training to make her new
understandings of NET observable, attempting to reduce the implicit influence this may have on the
analysis and make biases visible.

By nature of her professional training, the researcher holds assumptions about talking
therapies, for example that talking therapies are generally helpful. This view evolved throughout her
training after building experience of indirect ways-of-working, and following her own positive and
negative experiences of personal therapy. She reflected on the impact of these experiences
throughout- particularly when designing the interview schedule, data collection and analysis- to
ensure she was attending to the full spectrum of experiences shared in interviews.

The researcher, as a white British able-bodied female, was also acutely aware that her social

identities align with white Western ideals which are privileged within research more broadly. Aware
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of the history of health research in both silencing and exploiting people with minoritised social
identities, in addition to the racial disparities in the diagnosis and treatment on people experiencing
psychosis (Schwartz & Blankenship, 2014), the researcher aimed to pay particular attention to these
issues.

The researcher approached the research from a critical realist epistemological standpoint; as
such, while the researcher acknowledged that structures and processes relevant to NET may exist
ontologically, these cannot be independently accessed or examined outside of the context of the
experiences and perceptions of participants. As such, experiences shared may reflect a truth about the
external world, but not give direct access to this reality (Willig, 2012; 2013). Given the importance of
personal meaning-making within therapy itself, critical realism felt appropriate in relation to the
study’s aims. One challenge faced by the secondary aim relating to change-factors within NET is that
some of these may operate subconsciously or outside of the awareness of EbE, however the self-made
meaning about the impact of the intervention is considered as relevant as theories about subconscious

factors within the intervention.

Results

Descriptive information
Descriptive demographic information for EbE and clinicians is shown below (Table 2). EbE
and clinicians were aged between 29 and 40 years. All but one of the clinicians were female, with

three quarters of the clinician sample white British/European females.
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Table 2. Demographic information about EbE and clinician participants

Age range (mean)

Ethnicity: n (%)

Gender: n (%)

Experts by 2940 (34.75) British Asian- Pakistani: 1 (25%) Female: 2 (50%)
Experience Mixed-ethnicity- Caribbean/Irish/Dutch: 1 (25%) Male: 2 (50%)
n=4 Asian- Other: 1 (25%)

Black- African: 1 (25%)
Clinicians 29-38(34) White- British: 4 (50%) Female: 7 (87%)
n=8 Black- British: 1 (12.5%) Male: 1 (13%)

Black- British, African: 1 (12.5%)
White- Spanish: 1 (12.5%)
Pakistani: 1 (12.5%)

Clinical information for EbE is presented below in group format, to preserve

confidentiality. Based on available TALE data (unavailable for one participant), all

participants reported having experienced events related to loss/separation; intentional

interpersonal abuse; a sudden change in life circumstances; victimisation/discrimination; and

psychosis-related events (including frightening contact with services). Two participants also

reported having experienced accidents and neglect. Events took place between the ages 3 —

37 years (Table 3).

Table 3. Descriptive clinical information for EbE

Mean (SD) / n(%)

Length to time with El service (months) 23.3(5.3)
Number of NET session attended at the time of interview 11.7 (3.5)
Routine TALE* Loss/separation events 3 (75%)
outcome Intentional interpersonal abuse 3 (75%)
measures Sudden change of circumstances 3 (75%)
Victimisation/abuse 3 (75%)

Neglect 2 (50%)

Accident 2 (50%)

Psychosis-related trauma 3 (75%)

PCL-5 (PTSD Checklist for DSM 5) 55.8 (19.4)

*Data available for n=3/4
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Information about the professional backgrounds of clinicians was collected using
demographic forms. Most clinicians had <2 years of experience delivering NET both generally
and with El clients. Everyone had used NET with 1-5 EI clients. Most clinicians were accessing

monthly specialist NET supervision while using NET.

Table 4. Clinical experience data for clinician participants (n (%))

NET experience

Professional background

Clinical psychologist: 8 (100%)

Total years of experience using NET
n (%)

<2 years: 6 (75%)
3—5years: 1 (12.5%)
5 -8 years: 1 (12.5%)

Years of experience using NET with clients experiencing
psychosis
n (%)

< 2years: 8 (100%)

Approximate number of total clients seen for NET
n (%)

1-5:6 (75%)
6 - 10: 2 (25%)

Approximate number of clients experiencing psychosis seen
for NET
n (%)

1-5: 8 (100%)

Confidence with NET (0 = Novice, 10 = Confident)

range (mean)

3-7(457)

Frequency of NET supervision

Monthly

6 (75%)

Less than monthly

1 (12.5%)

None 1* (12.5%)
(*stopped delivering NET when no longer had access to

supervision)

Formal training in other trauma-focussed interventions

EMDR 2 (25%)
tfCBT 1 (12.5%)
tfCBT (top-up/CPD) 2 (25%)
tfCT as part of DClinPsy training 5 (62.5%)

Thematic analysis
The analysis generated five superordinate themes, comprising a total of 17 themes. Broadly,
these related to apprehension before starting NET; the role of trust when starting NET; organising and

making meaning around memories; the process of reconnecting with emotions; and psychosis-specific
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considerations when using NET (Table 5). llustrative quotes supporting each theme are displayed in

Table 6.
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Table 5. Structure of superordinate themes and themes for all participants (EbE and clinicians)

Superordinate theme

Themes

1. Apprehension related to revisiting the past

1.1.

1.2.

1.3.

Fear and avoidance of revisiting the past
Sharing traumatic events as different to cultural norms

NET feeling like a last resort (EbE only)

2. Trust was key in trying NET

2.1.

2.2.

2.3.

Care and thoughtfulness helped build trust in the therapeutic relationship
Choice and control helped build trust in the process

Sharing a story in a trusted relationship can feel reparative (clinicians only)

3. Organising memories and relating to them differently

3.1

3.2.

3.3.

3.4.

3.5.

Mapping out events in context and realising “how much I’ve been through”
Organising memories and locating them in the past

Reflecting on events and making new meaning

Challenging self-blame and building self-compassion

Memories not going away, but feeling less held back by them

4. Reconnecting to emotions can be painful, and helpful

4.1.

4.2.

43.

Emotions resurfacing can be a painful process for all
A whole-system approach is important

Connecting to emotions as an alternative to ‘carrying them’

5. Psychosis-specific considerations when using NET (clinicians only)

5.1

5.2.

5.3.

Embedding NET in EI services (clinicians only)
The demands of NET (clinicians only)

The nature of ‘stones’ selected (clinicians only)
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Superordinate theme 1: Apprehension related to revisiting the past

The first superordinate theme relates to apprehension experienced prior to starting
NET, mentioned primarily by EbE but also by clinicians. Fear about what it might be like to
revisit the past was negotiated by considering the potential benefit, and apprehension was
linked to the ‘newness’ of facing up to the past, and this feeling at odds with cultural norms

(Table 6).

Theme 1.1. Fear and avoidance of revisiting the past

Both participant groups noted that EbE tended not to voluntarily think about difficult
past events- or for some, about the past at all- before NET started; intrusive memories of the
past were experienced as unwanted. People tended to push traumatic memories to the back of
their mind (Table 6); as such, there was a fear about what revisiting the past would be like.
This was emphasised by one EbE as a particularly relevant theme during member checking.
Similarly, some clinicians shared a concern that speaking about past traumatic events may de-

stabilise, or come to feature in, EbE anomalous experiences.

Clinicians noted that revisiting the past differed significantly from their clients’ usual
approach to memories. As such, sharing ideas about a) why past events may be relevant to
present experiences, and b) why revisiting these in therapy could be helpful, was an important

part of exploring whether NET could fit a clients’ needs (Table 6).

The fear continued throughout the NET process, including instances of wanting to
avoid upcoming sessions focused on particularly difficult ‘stones’ (traumatic events to be
narrated). Through the process of NET, some EbE noticed patterns of avoidance in their lives
more broadly and had started to face feared situations rather than avoiding them- a skill they

hoped to carry into the future.
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Table 6. lllustrative quotes for themes

Superordinate theme  Theme Illustrative quotes Number of
participants (k)

1.1. Fear and avoidance EDE 2: I think I was scared to revisit certain things that I’d probably pushed aside and not dealt with in the past, and having to talk about ~ EbE: 4

of revisiting the past them, um... that scared me. It was just feeling like I was going to have to bring up those things again that I sort of pushed back. Clinician: 5

Clinician 4: Like he was saying... another thing, he was talking about avoiding those memories, like pushing them back when he
noticed them. And now he recognises that when they were coming back, because obviously he was saying that the day after doing the
narration he started having more memories of the event that had happened, and of his childhood in general. And he was saying how

doing that and not avoiding it was helping him realise that it was not actually as bad.

1.2. Sharing traumatic Clinician 8: Maybe there is something about this storytelling that had fit in quite well with her own past experiences. So kind she'll talk EbE: 2
events as different to about her FAMILY MEMBER, spending time with her FAMILY MEMBER, and | think that also had, like, a storytelling type Clinician: 6
cultural norms relationship to it as well

EDE 1: And the thing is, being an African, you just keep your problems to yourself. It's like... telling people about your
problems shows a sign of weakness. That is how we were brought up. So you just keep your problem. And a lot of things
are like your family secret- you want to protect your family name who might know that as well. So that was the fear that

came with it.

1.3. NET feeling like a EbE 3: You know, when you're all out of options, you'll try anything. | said, “I'll give you a go". You never know. Nothing has worked EbE: 2
last resort (EbE only) so far. So | was apprehensive. | wanted to see if I'll give it a good go.

1.Apprehension related to revisiting the past

EDE 1: | think at a point | was really vulnerable, when you have kind of like... | had a very close contact with death. Kind
of like, what is there to lose anymore? | wasn't really interested in anything anymore, so what difference is that gonna
make? (...) If it was my normal self, I wasn't ill, I wouldn't have gone through with it. Because like I said, not all Africa-
I'm not going to generalise, the way we have been brought up is usually a sign of like, weakness. But | was already a
coward. Because if you've attempted to take your life, that is, you don't have any pride left in you. So which is why | say
that | lost my identity already. And um... So | didn't really see anything... but if I was my normal African self, | would not

be sitting in with THERAPIST to discuss my family, it's never gonna happen.
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Superordinate theme  Theme Illustrative quotes Number of

participants (k)

2.1. Care and Clinician 3: Therapeutic relationship is so important. And again, I’ve said this before, but I think you can’t overstate that in a psychosis ~ EbE: 4
thoughtfulness helped client group, where trust... trust is always important, and trust can be something that takes time to build, but I think even more so for Clinician: 7
build trust in the people who have been or are experiencing psychosis.
therapeutic relationship

EbE 2: Um, | think | felt quite comfortable with all my NET sessions. Um, again, it was | think a big part of it was because | had a good

relationship with THERAPIST which we built up before I just started the NET therapy. So that made a difference, the trust was there.

(...) I think that made a big difference to me doing it in the first place.
2.2. Choice and control Clinician 8. I think there is something about NET that feels more empowering because it’s... they’re in control of what they choose to EbE: 4
helped build trust in the share, what they feel has impacted them, even the physical part of practically picking out the objects, putting it down. Clinician: 6

process
EDbE 1: The fact that | got the choice to do or not do. Because... sorry (pause) | wasn't given a lot of choices. I... it's like, it's this way or

(unclear) for me, it's always been like that. If | come into the session and | don't want to talk about a stone, | don't want to talk about
anything, I just want to have like a general chat- it's fine. She's not gonna force me to do what | don't want to do because if | say
anything that they are like forcing me to do something, I'm just going to like... that is going to be the barrier (unclear) for me. Because
that's what I've done all my life

2. Trust was key in trying NET

2.3. Sharing a story in a Clinician 3: I think there’s something really important about, you know, the more shame-based trauma memories can bring up feelings Clinician: 7
trusted relationship can of anger and disgust, and having a corrective experience of a therapist just being validating and just being there and not having that
feel reparative (clinician  rejecting or shaming experience.
only)
Clinician 5: Almost like a kind of gratefulness that somebody was willing to sit through this with them like, and be there, and give a
response back to something that was horrific that shouldn't have happened in those cases.
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Superordinate theme  Theme Illustrative quotes Number of
participants (k)

3.1. Mapping out life Clinician 7: | think for one, the idea of using the lifeline, it just gives you a really nice overview of their whole story, because | think EbE: 3
events in context and often people with psychosis are not routinely asked about their whole life’s journey. And it’s very much focused on the episode, and Clinician: 8
“realising how much I what was leading up to the episode, and just very illness-related information is gathered as opposed to thinking about their life context.

have been through”
EDbE 2: | think that I like the fact that you can step back and just look at it. And then you can see you can see the... yeah, | think that was
the thing when | stepped back and I saw it. And | saw all my stones, the bigger stones. And it was just like, "Wow, I've been carrying
quite a bit with me," which | didn't realise, | think, because I've always been someone that kind of pushed things away and just carried

on, so, yeah, to see it like that does make you realise "Well, that's quite a bit | need to go through".

3.2. Organising Clinician 2: I think what NET really allows you to do is really break things down into “so this is the emotion, these are the thoughts, EDbE: 4
memories and locating okay and then we’re going to go back and focus on the past”. Then I’ll make sure to anchor it to the present, and go back. So like that Clinician: 8
them in the past constant weaving, | think, is really helpful.

EbE 4: | felt like | was standing outside of a memory, if that makes sense. So | was... | was literally just... imagine, like a film theatre
where you're watching something on the screen. That's what it felt like. And just to reiterate what had happened from a not so different
perspective, but a perspective familiar enough to me. (...) I think my understanding and memory of what the events were, how they
came to be, what they ended like, or what they projected like later, that got better. It was good to understand, with someone else, um,

what was going on in those events.

3.3. Reflecting on events  Clinician 4: | think he did link putting things in a chronology to try and understand things. And he was very good at making connections  EbE: 4
and making new for himself. Sometimes he would make connections, for example, he might link how [people] spoke to him and he might make a linkto ~ Clinician: 7

meaning how his voice talks to him, and the relationship he has to his voice. So he was kind of doing that on his own, even just through the

3. Organising memories and relating to them differently

process of doing the lifeline. (...) That (voice content) was thematically coming from what his parents said to him, and how much do

you want to let what they say dictate what you do now? He was able to take a bit more independence against the voice.

EbE 3: She focused on the positive and the trauma at the same time. So while you are you looking at the trauma, there's positive stuff
happening every day. Well you just don't see it. You just see the negative. So she's bringing all the positive from all of them
circumstances as well as the negative. And | think he made a massive difference because | just | was looking at mostly negatives. And
just never seen none of the positive. And it showed me that in between all the period of positive and negative, | was growing. And | was

affecting changes.
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Superordinate theme  Theme Illustrative quotes Number of

participants (k)

3.4. Challenging self- Clinician 2: So the first client, as we were doing NET, stopped dating people that were super chaotic and not good for her. | think that EbE: 3
blame and building self-  was linked to the self-confidence growing, and | think that was linked to going through a lot of these memories from the past that still Clinician: 6
compassion had their hooks in her. It was almost as if when she was able to process the memories a bit more, she was able to be a bit more like

“Yeah I definitely want to date. I do want to be with somebody. But just because someone is showing me attention, it doesn’t mean I
have to follow through with anything.” (...) And I don’t think she would have done that before, because a lot of the beliefs about herself
were still being driven by the experiences of the past.

EbE 1: | said that to you, you know, like some of the things the... each time I think about it, or each time I have a nightmare or
flashback about it, | feel myself... the self-blame, the self-worthlessness, the guilt... | just kept thinking, | am the cause of everything.
The difference is that most of those things were not really my fault- it was because the adults didn't handle things the way they should
have handled things. (...) I t would take weeks of sometimes for me to be like "Hang on, THERAPIST said this- it's true, | wouldn't do

that to my own children right now". So I'll... it takes time for me to process whatever has happened in the stone that we spoke about.
3.5. Memories not going  Clinician 3: She described that it just felt like every time she talked about a stone and it was really difficult and painful, even straight EbE: 4
away, but feeling less after the session (obviously having had spent some time just grounding and regulating that down), even then would just feel a sense Clinician: 6
held back by them of... she described it as like letting go of a hot coal, or something like that.

EDE 2: They don’t just come out of nowhere now, whereas I used to have that. I can speak about most things now without feeling like,

um, the emotional... surges with it.

3. Organising memories and relating to them differently (cont.)
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Superordinate theme  Theme Illustrative quotes Number of
participants (k)

4.1. Emotions Clinician 4: He would actually get on the bus to come to therapy and the voice would say “There’s no point going. This isn’t helpful. EbE: 4
resurfacing can be a You’re not gonna get anything from this.” And I think that happened more around the NET sessions than in any other sessions. And he Clinician: 8
painful process for all managed to work against that and generally come, but I think there was this kind of... the voice got more intense, and that was harder

for him to manage.

Clinician 1: I’ve had a couple of experiences where I felt like we weren’t doing enough, we were kind of doing the processing, then the
next week the person would say they found it completely overwhelming and found it a bit too much. (...) and if it’s something about the
kind of numbing effect, you know, even something about how people present, maybe when there is a lot of medication, there’s
something masking a little bit that reaction, and it feels like that’s a really important part to get right

EDE 3: It’s been like three weeks now, and I'm still trying to like... It's a lot better because through that three weeks | couldn't even go
into my shower to have a wash or anything. The day | was able to, that was the day it came on me that I... I'm in London now, I've got
my own house. I'm able to go into my bathroom. It's not going to hurt as it was before. Putting water on myself, it's not gonna be that
painful anymore. So that was when | was able to, like, detach myself from the session had, put myself in the bathroom, | had a good

wash, and | even had to send a text to CLINICIAN- 'l had a wash today, it was so nice'

4.2. A whole-system Clinician 1: | think kind of like, ideally, people's families, being aware as well and being kind of clear about what their loved one has EbE: 2
approach is important signed up to him and what that might be like. Um, I think that's quite important, | think, um, yeah, just making sure the team are aware Clinician: 7
as well.

EDbE 1: | said to THERAPIST, if | don't have a strong support network... | don't think the session might do me a lot of good. Because
when | get home, everybody around me knows, "every Wednesday she goes to her session. And sometimes when she comes back, she's
not.... she's always worse off." So they'll keep coming. If | get home now, there must be someone at home. Someone dropped me.

They'll be someone at home to like, you know, baby-sit, more like. Til | decide to like come out of my shell again.

4. Reconnecting with emotions can be painful, and helpful

4.3. Connecting to Clinician 5: People have talked about feeling lighter and not as heavy across their chest. One woman talked about this pain she used to EbE: 4
emotions as an get down the side of her face, and that being lifted. So yeah, being sensory-led, that can be really lifting. Clinician: 2
alternative to ‘carrying
them’ EbE 2: Now I feel like I've done... I've done the hard work with it, and the difficult part of it, I've spoken about it and went through all

the emotions and everything, um, in a safe environment where | needed to, and it feels like I've let it all out and then just kind of... I've

released it and I'm not, | keep saying it, but | feel like I'm not carrying it with me anymore.
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Superordinate theme  Theme Illustrative quotes Number of

participants (k)

5.1. Embedding NET in Clinician 4: He was quite reluctant to do it for a long time (...) he didn’t understand the rationale for it, basically. And there were two Clinician: 8
El services (clinician sticking points, one of which was “Why would I talk about the terrible things that have happened to me? So how is that going to help
only) me?”, and two, “How is what happened to me in the past related in any way to the current experiences I have?”

Clinician 7: Um, so | think having that boundary sometimes can get a little bit tricky and and it sort of goes back to that setup of like,
this isn't something you can launch into. You do have to have someone on board and committed to work on trauma. That's way
working, whereas generally, when you're doing other psychosis work, it's not quite the same feel, isn't it? You're not necessarily
contracting people to that way of working. It is very much let's see how this goes. It might work. It might not work for you. We can
review at the time how you're finding it. We can change the scope we need to, and there's much more flexibility. Whereas there isn't so

much | thought in this model. And... but having said that, like, most people did take to it quite well.

5.2. The demands of Clinician 5: Sometimes people’s experience of psychosis and whether it’s the trauma or whatever in the brain, is just shut down a little Clinician: 7
NET (clinician only) bit. And it is really difficult to think and reflect and remember, and so the detail they give is a little bit too sparse, and you’re trying to

enrich the picture more and more. But it just feels... it really feels like it’s in there, but they can’t get it out.

Clinician 2: You have to be able to talk... a lot. You have to be quite descriptive.

5.3. The nature of Clinician 7: With psychosis, it's a range of traumatic experiences. It's the accumulation often of the smaller T's that has the biggest Clinician: 6
‘stones’ selected impact. (...) obviously, you have some traumatic incidences that there are obvious, but the vast majority it felt like repeated experiences
(clinician only) of being, you know, feeling shitty in lots of different ways. Um, and I think that it just didn't allow that kind of level of processing. So |

suppose if | was thinking of a way to adapt, it would be like, how are you going to be inclusive of people that have had these and

smaller T's and accumulation of those that don't necessarily impact them in obvious ways. But they have a huge impact on maintaining

5. Psychosis- specific considerations when using NET (clinician only)

factors. (...) I've always found that people give really positive feedback about working on those stones.

Clinician 4: The main thing is that we figure out what I was saying before about traumas that don’t seem to link to the anomalous

experiences.
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Theme 1.2. Sharing traumatic events as different to cultural norms

Sharing difficult experiences with others was felt to clash with cultural norms by
many, with one EbE commenting that it would be experienced as a sign of weakness in their
African culture (Table 6). In particular, sharing family stories outside of one’s family which
would otherwise be kept private brought about a level of guilt. Clinicians noted that if people
were willing to speak about the past despite the apprehension, NET felt relatively cross-
culturally applicable (or at least neutral); this was attributed to the lack of jargon, the de-
pathologising stance of the intervention, and in particular the emphasis on storytelling. Their
clients had compared the storytelling nature of NET with members of their family who they
identified as being storytellers (Table 6). The limits of using individualised interventions
where a) people identify with collectivist cultures, and b) abuse has been perpetrated, leaving
the onus on the person themselves to access support, were noted. Some clinicians felt NET
made space for consideration of socio-political contexts such as racism, whilst others felt the
intervention unhelpfully placed most emphasis on the events at an individualised level. One
clinician felt assumptions were often made about the suitability of NET based on their

cultural identity, suggesting instead individual choice and preference should be considered.

Theme 1.3. NET feeling like a last resort (EbE only)

Two EbE felt that trying NET was a last resort, given how difficult their
circumstances had become and sometimes having tried other avenues of support beforehand
(Table 6). This theme was not brought up by clinicians. One person had considered suicide as
a means of preventing the traumatic events they had endured from becoming known. They

also shared that a disconnection from their cultural identity- related to the shame attached to
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traumatic past events- led to a willingness to try NET that they may not have had otherwise,

due to how different the NET approach is to their cultural norms (Table 6).

People spoke about having a determination to ‘get better’, and a willingness to endure
the fear associated with revisiting the past. The encouragement of family members and

clinicians was helpful for some in this decision-making process.

Superordinate theme 2: Trust was key in trying NET

The second superordinate theme encompasses ideas shared about the role of trust in
the therapeutic relationship, and the importance of this in supporting people to try NET. EbE
placed a greater emphasis on trust in their interviews, though this was also mentioned by
most clinicians. Clinicians also shared ideas about the potential reparative impact of sharing

one’s story in a trusted therapeutic relationship.

Theme 2.1. Care and thoughtfulness helped build trust in the therapeutic relationship

Care and thoughtfulness supported the development of trust in the therapeutic
relationship, and the NET process strengthened these relationships further. Being seen as a
whole-person was important in this process, especially through clinicians caring about and
giving space to EbE’s lives beyond NET and helping with practical tasks; clinicians felt was
particularly important for EIl clients, who often had a lot going on in their life more generally
(e.g. housing circumstances) alongside distress linked to anomalous experiences. Being asked
how they were and checking in outside of sessions where distress was high also supported
EbE in trust-building. Most EbE had worked therapeutically with clinicians before starting

NET (e.g. completing a CBTp intervention), and both participant groups emphasised the
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value of this existing relationship in building trust and understanding (Table 6). Some EbE
doubted whether they would have tried NET were it not for the existing trusting relationship

they shared with their therapists.

Warmth, empathy and validation were considered important ingredients in trust-
building by clinicians. NET was described and ‘respectful’, ‘human’ and ‘less formal’ than
other trauma-focused interventions, which was felt to aid trust-building and engagement.
Clinicians acknowledged that trust is important in all therapeutic work, but arguably more so
when working with a client group (such as people affected by psychosis and multiple trauma)

who have often experienced ongoing breeches of trust (Table 6).

Theme 2.2. Choice and control helped build trust in the process

EbE emphasised the role of choice, control and collaboration in building trust in the

NET process. Knowing they could stop at any time enabled EbE to try the therapy; for some
this meant pausing in sessions, and for others it meant coming to a session and not doing the
NET-related tasks. Being told what to expect and given adequate time in sessions helped EbE
feel in control of the process. Kind encouragement to continue and a reminder of the rationale
of the work helped EbE choose themselves to continue with NET, without forcing them. Had
this not been possible, EbE commented that they would have felt ‘pressured’ or ‘forced’,
which would have been a barrier to ongoing engagement (Table 6). This was linked by EbE

to the lack of choice and autonomy they had experienced at other times of their lives.

Clinicians found NET a collaborative intervention, linked particularly to the process
of constructing the lifeline on the floor alongside clients. Similarly, giving people control
over the construction of their own lifeline (i.e. choosing which events to include, and which

items used to symbolise these) and clinicians not touching the lifeline themselves unless

95



invited was experienced as respectful and empowering by participants in both groups (Table

6).

Theme 2.3. Sharing a story in a trusted relationship can feel reparative (clinician only)

Clinicians suggested that the process of sharing one’s story in a trusted therapeutic
relationship could be reparative in itself. In their experience, EI clients often had not been
given an opportunity to ‘share their story’ meaningfully in other encounters with services, or
in important relationships. As such, NET gave people a chance to share their story- with
control over which events are focused on- and receive a warm and empathetic response
(Table 6). Witnessing people’s stories, ‘being with’ them throughout and still being there (i.e.

not rejecting) them afterwards was felt to reduce shame (Table 6).

Superordinate theme 3: Organising memories and relating to them differently

Aspects of the NET process contributing to a sense of people’s timelines feeling more

organised, and to the creation of new meaning and relationships with past events.

12

Theme 3.1. Mapping out life events in context and realising “how much I have been throug

The lifeline helped map out a coherent chronology of life events where the narrative
of events previously felt jumbled or unclear; EbE compared this to a roadmap, or the index of

a book. This also acted as a clear ‘map’ through the intervention.

The tactile, interactive experience of constructing the lifeline combined with the

chronological approach taken was felt to be an accessible way of opening rich, detailed
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conversations about significant events that may otherwise have been missed. The physicality
of the lifeline allowed people to step back and see (and therefore realise) how much they had
been through (Table 6), which contextualised and, to a degree, normalised their current
experiences of distress. Clinicians spoke to the relevance of this when working with people
affected by psychosis, many of whom had not considered their current experiences in the
context of past life events before; this realisation gave rise to both self-compassion and

sadness.

The incorporation of both positive and negative life events on the same lifeline- by
design and choice of the EbE- situated traumatic events within a whole life context, and
connected to valued moments, activities and relationships amidst traumatic life events.
Clinicians noted the difference between this process, and other types of assessments that EbE

were likely to have encountered in health services (Table 6).

Theme 3.2. Organising memories and locating them in the past

NET helped people to organise their memories, with all EbE referring to the
‘cupboard metaphor’! often used in NET and other trauma-focused interventions. Detailed
narration helped fill in the gaps of individual events, building a clearer picture of what
happened and when (Table 6). Hearing narrations read back provided an opportunity to
consolidate and further clarify events. Clarity about ‘what happened’ helped intrusive

memories feel less distressing.

! The ‘cupboard metaphor’ refers to a metaphor commonly used in trauma-focused interventions. The mind is
compared to a cupboard, into which clothes have been thrown quickly in a disorganised fashion. Processing
traumatic memories is compared to the removal of items of clothing (memories) one-by-one, folding them, and
putting them back into place- after which, the clothing (memories) will be organised and easier to access when
needed (Ehlers & Clark, 2000).
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Clinicians placed greater emphasis on the process of connecting to past and present
sensory-emotional experiences as a means of differentiating the past from the present (though
most EbE also commented on this; Table 6). A clarification of ‘what happened, and when’,
built a newfound sense of safety in the present. This ‘sensory-weaving’ process was helpful
in grounding distress outside of NET, with some EbE appreciating that this was a skill they

could take into their future lives.

Theme 3.3. Reflecting on events and making new meaning

NET allowed EDbE to reflect on life events and generate new perspectives on what
happened, and the meaning they drew from them. This often linked to self-blame (e.g. Table
6). For some, meaning-making was linked to the process of connecting to strengths and
‘positives’ throughout their life-course alongside traumatic events, which led to a re-appraisal
of themselves as someone who has survived a great deal, and still been able to create valued
memories and relationships (Table 6). For some, new meaning was made around the role of
themselves and others in a traumatic event. This was valued and helped people understand

their current distress.

According to EbE, reflection and consolidation took place after narration sessions- for
some, intentionally; for others, this seemed less within their control and was difficult. EbE
valued developing the skill of slow, thorough reflection through NET; this was linked to
being ‘less rash’, more likely to think things through slowly before acting, and more likely to

consider other people’s circumstances or histories before making judgements.

Clinicians noticed that chronological nature of the lifeline allowed people to notice
patterns between significant events earlier in life, and later experiences related to psychosis

(e.g. thematic links between childhood abuse and the content of voices; Table 6). Given that
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psychosis-related events tended to fall further along the lifeline, people could notice and build
links themselves; this was felt to build understanding around the development and content of
anomalous experiences, and enable people to relate to them differently (e.g. feeling more in
control of how to respond). Past-present links also helped the EI team’s understanding of
distress, and was felt to contribute to a ‘paradigm shift’ towards a trauma-informed

understanding of psychosis.

Theme 3.4. Challenging self-blame and building self-compassion

Reflections about meaning-making often referred to self-blame (Table 6); for one
EbE, this was the most important shift in helping them to ‘move forwards’. Clinicians valued
the human rights stance of NET- stating clearly that what happened was not their fault; some
EbE explicitly mentioned finding this helpful, others seemed to appreciate it but did not feel a
shift in self-blame for themselves until after further reflection and consolidation outside of

the session.

Shifting self-blame helped build self-compassion in relation to past events, and in life
more broadly. One EbE used spontaneous, compassionate self-talk throughout the interview-
affirming their strengths and congratulating themselves on their achievements. Connecting to
strengths throughout the NET process bolstered a positive sense-of-self and hope for the
future. One clinician commented that allowing people to self-define flowers open up
unconventional stories about strengths and values, which may otherwise have been missed.
Some EbE noticed an increase in self-confidence, and one EbE (interviewed mid-

intervention) felt they had noticed improvement in self-blame, but not self-confidence.

Building self-compassion and self-worth was linked to a general prioritisation of

one’s own needs. For some this linked specifically to relationships- e.g. setting boundaries in
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relationships, expressing oneself more and noticing less worry about other people’s opinions
of them (Table 6). This, in turn, strengthened relationships. For others, a more strengths-
based sense-of-self was built greater sense of hope and control over the future; people
commented on making other life changes in relation to their wellbeing, e.g. having a more
balanced diet, more stable medication adherence, and engaging in activities such as yoga and

meditation. These life changes contributed to improved wellbeing, in addition to NET itself.

Theme 3.5. Memories not going away, but feeling less held back by them

Regarding the impact of NET, most participants commented on the fact that although
memories had not ‘gone away’, people held a different relationship to them, characterised by
feeling a greater distance (Table 6). The power that memories held over EbE’s lives was less-
this was noted, even, by an EbE interviewed mid-intervention (Table 6). The ‘problems’
people associated with traumatic memories varied- examples including flashbacks, self-
blame, difficult emotions and suicidal thoughts. EbE and clinicians spoke about memories
‘popping up’ less frequently, less out-of-the-blue and with less intensity; moreover, people
spoke about a greater degree of control over how they responded to such events; one clinician
described this as being less ‘hooked’ by the memory, which was linked by some with no
longer avoiding places or situations linked to the memory. People spoke generally about a
reduction in difficult emotions (e.g. anger, fear, shame) that had been linked to memories,
and more connection with more ‘positive’ states-0f-being, such as happiness, calmness,
balance and stability. EbE all spoke about there still feeling a ‘way to go’ in their recovery,

but that this felt like a significant step forward.

One EDbE was interviewed mid-intervention, and spoke about balancing the benefit of

NET (for them, self-blame) with the cost of the distress linked with the intervention
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(discussed more below). Similarly, clinicians shared stories of some EI clients who had not
seen a significant benefit from NET, linked for some to a hope that the memories would
completely go away, and for others to a significant increase in distress during the NET
process. Clinicians noted the complexity often encountered in the life circumstances of
people accessing EIl services (e.g. instability in housing and employment circumstances,
stigma), suggesting that this might limit the impact possible from an individualised

therapeutic intervention such as NET.

Superordinate theme 4: Reconnecting to emotions can be painful, and helpful

Most participants spoke about NET (or at least elements of NET) and being difficult,
albeit to varying degrees. Based on EbE and clinician accounts, the intensity of emotion
aroused by NET varied but had the potential to be strong, and painful. Participants spoke
about factors that supported them through this distress, and emotion-related skills they had

since been able to implement in life outside of NET.

Theme 4.1 Emotions resurfacing can be a painful process for all

All clinicians described NET as being a difficult process for many ElI clients, with
EbE emphasising this to varying degrees in their accounts. Both groups spoke described re-
connecting with emotions and bodily sensations linked to the past as being painful. For one
EbE (interviewed mid-intervention) the degree and duration of distress was a significant
drawback of the intervention; they described a sense of having been transported back to the
time and location in which the events took place, which was incredibly distressing (Table 6).

Some experienced physical, embodied responses to NET (e.g. two participants spoke about
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bleeding, and some also spoke about physical pain). This distress was most often described as

temporary, and though sometimes extreme, did not compare to the pain of the event itself.

Repeated exposure to the narration reduced the intensity of the emotion it aroused.
Grounding techniques, therapists checking in, doing NET face-to-face and starting to notice
some benefit from NET also helped people withstand their distress. One EbE suggested that

doing NET in a private outdoor space could help further.

Clinicians described experiences with El clients who encountered significant levels of
distress, and with whom the intervention was stopped early. Clinicians felt there was an
additional layer of vulnerability with EI clients that warranted careful consideration around
the timing and appropriateness of the intervention, including preparing people and their
support networks for potential distress experienced in the intervention. In such cases NET
could be dysregulating, and anomalous experiences grew in intensity around NET sessions
which was an additional burden to manage (Table 6). Clinicians shared concerns about NET
interacting with anomalous experiences, for example one clinician spoke about the content of
a ‘stone’ incorporating into fixed belief and contributing to a relapse. There was a general
sense that people had to be in a ‘better place’ with some stability around them before offering
NET; it was felt that a stabilisation phase could be beneficial for some, acknowledging

conflicting views in the literature about the necessity and utility of this.

Conversely, one EbE did not speak about finding the sessions particularly distressing
or painful. Clinicians noticed that it was sometimes difficult to judge the emotional impact of
the processing aspect of NET (e.g. people appearing calm throughout, even if they later
reported feeling overwhelmed). Some clinicians linked this to their own relative inexperience

in using NET, but also wondered whether psychosis-specific factors may impact this- e.g.
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‘negative symptoms’ (such as flatness and emotional disconnection) and antipsychotics

having a numbing effect (Table 6).

Most clinicians reflected on the emotional impact of NET on themselves, which, due
to the level of detail in the narration, was experienced as more visceral and intense than other
trauma-focused therapies. No clinicians shared this as a barrier to them using NET (in fact,
most mentioned valuing the intervention), but doubts were raised about the number of clients
they could use NET with at one time, given the emotional intensity of the work and the time
required to complete it (e.g. writing up the narrative, reading the narrative at the start of the

next session).

Theme 4.2. A whole-system approach is important

EbE valued family members providing sensitive and attuned support through the
distress of NET (Table 6); one EbE stressed that without this, this distress could have
outweighed the benefit of the intervention and had a significant impact on their wellbeing.
Post-session routine was important to some EbE in mitigating this distress. Clinicians felt that
including family in the set-up of the intervention would be helpful (Table 6), where possible

and appropriate.

Clinicians also considered impact of service infrastructure in the implementation of
NET. An understanding of the rationale and potential impact (i.e. distress and benefit) of
NET within the wider multi-disciplinary team was felt to be important in enabling other
members of the care team to provide appropriate support and encouragement. It was noted
that because EI services are not ‘trauma service’, this understanding is not embedded in the
team. NET was described as resource-heavy, and clinicians considered service-level

provision needs to enable NET to be used safely and effectively, including provision of
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equipment and adequately sized rooms, and time for longer sessions and breaks accounted for

in job plans.

The complexity of adapting NET for this client group was also noted; as such, the
provision of regular, specialist supervision was felt to be necessary in enabling NET to be
used in this setting. One clinician commented that since joining a service where this is no

longer available, they have stopped using NET with this group.

Theme 4.3. Connecting to emotions as an alternative to ‘carrying them’

The process of connecting to emotions during NET allowed EbE to put them to one
side, as opposed to ‘carrying them’ as they had been before (Table 6). This was often
described as a visceral experience, such as a feeling of a weight being lifted, feeling lighter,
and unburdened (Table 6). This was also linked to a sense of moving forwards, rather than

being held back. This was also mentioned by clinicians, though to a lesser degree.

Many also commented that connecting to emotions was a skill they developed during
NET, and hoped to use in the future. This was linked to normalising of experiencing and
sharing emotions, and experiences of the therapist noticing, naming and co-regulating
difficult emotions in sessions. The benefits of ‘opening up’ in relationships was discussed, as

well as using creative outlets as a way of processing difficult experiences and emotions.
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Superordinate theme 5: psychosis-specific considerations when using NET (clinician

only)

The final superordinate theme consists of reflections by clinicians about dilemmas
encountered when using NET specifically with people affected by psychosis. Due to its focus

on delivery of the intervention, EbE accounts did not contribute directly to this theme.

Theme 5.1. Embedding NET in EI services (clinician only)

Consideration was given to the implementation of a ‘trauma-intervention’ in EI- a
service which is not a specialist ‘trauma service’. The impact of this on understanding the
process of NET and the provision of appropriate MDT support is mentioned above. On an
individual level, clinicians noted that many EbE had not considered their current distress in
the context of past experiences (Table 6). Whilst for many this was a helpful realisation,
some people expected and wanted their therapy space to be one for focusing on current
experiences and worries. Moreover, even where people did see relevance in speaking about
past experiences, many simply did not want to- this was linked to people having ‘managed’
without speaking about it for all their lives, and to the professional discourse as ‘talking about
trauma as enabling healing’ being particularly Westernised. Clinicians noted that most people
who decided they were willing to attempt to revisit the past, then went on to find NET an

understandable and acceptable model.

Similarly, clinicians wondered about how flexibly NET can be used (Table 6). Some
EbE emphasised the impact of ‘unusual experiences’ (particularly voices) on sessions and
described grounding strategies (such as visualisations) used in sessions to mitigate this; even
so, they described the voices as pulling people out of the narrative and wondered about the

impact of this on the effectiveness of the intervention. They also described having additional
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sessions around the NET sessions to formulate the temporary increase in voices, and practice
grounding techniques. Some clinicians also noted that irregular session attendance can be

common in EI settings, which was seen as a barrier to offering NET to some.

A dilemma between strictly adhering to the protocol versus working in a flexible
client-led was identified, especially in the context of flexibility and person-centred care being
felt to be central to the ethos of El services. Examples included allowing space to speak about
non-NET-related matters (which EbE shared helped in trust-building and engagement) and
allowing more time for the lifeline session where it did not feel possible to complete it in one
session (due to the number of stones; interpersonal factors; or where clients had specifically
requested this). Clinicians questioned the extent to which this flexibility- which was felt to be

important- could be accommodated without compromising the intervention’s effectiveness.

Theme 5.2. The demands of NET (clinician only)

Clinicians considered difficulties with cognition (e.g. memory, focus and
concentration) often seen in an EI setting, and shared dilemmas they had encountered in the
NET process related to this. In particular, this included the reliance on language and speaking
in NET feeling difficult for some (Table 6); memories feeling jumbled (particularly related to
psychosis-related ‘crises’, or where linked to psychosis-related ‘fixed beliefs’); ‘thought
disorder’ obstructing the flow of narration; in-depth narration and longer sessions requiring a
greater level of concentration than felt possible for some people. As such, some clinicians
found it difficult to generate the level of detail they felt was necessary for the narration to be
helpful (Table 6). Revisiting the narration at the start of each session was found to aid
memory, as well as giving people a chance to reflect and amend their story as needed.

Adaptations such as slowing down the process could feel counter-productive for those who
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already found concentration difficult in the longer sessions. Conversely, clinicians valued the
physicality of the lifeline in making the process of developing a timeline less verbal and more

accessible.

Theme 5.3. The nature of ‘stones’ selected (clinician only)

Dilemmas related to the selection and narration of ‘stones’ were identified by almost
all clinicians; many tentatively linked this to their relative inexperience in using NET, though

some also hypothesised about psychosis-specific factors affecting this.

Lifelines often included a large number of stones, which presented challenges in a)
completing the lifeline in one session (as above), and b) selecting which ‘stones’ to narrate, in
relation to how many sessions clinicians and EbE felt was appropriate to contract for the
piece of work. The dilemma in selecting ‘stones’ was linked to the less-obvious links
between past events and psychosis-related experiences (Table 6), and to stones being held in

equal importance by EbE.

Clinicians noted that EI clients often emphasised the importance of an accumulation
of a broad range of adverse life events, in addition to discrete traumatic events. Where
‘stones’ did not link clearly to current experiences, clinicians wondered a) how decisions
should be made about which stones to narrate (generally an inclusive approach was taken to
give people the opportunity to make meaning, but concerns were shared about how long a
course of treatment might then be), and b) whether ‘stones’ that do not seem to have the
fragmentation of sensory-emotional and contextual information (but may still be
phenomenologically linked to current anomalous experiences) should be narrated in the same

way, or approached differently.
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Discussion

This study aimed to explore the EbE and clinician experiences of NET in El services. The
thematic analysis resulted in five domains linked to the emotional experience of NET (before and
during), ideas about mechanisms of change, and facilitators and barriers to the intervention; these

encompassed 17 themes.

Pain and challenge of trauma work

All participants spoke to the challenge of engaging with NET. While clinicians put forward
similar accounts of NET as a potentially distressing and dysregulating process, EbE accounts fell
across a spectrum of ‘challenging but not too distressing’ to ‘extremely frightening and
overwhelming’. This variance could be linked to clinician queries about whether emotional
disconnection and/or numbing of antipsychotics (Moncrieff et al., 2009) may limit the emotional
impact of narration for some. Breinlinger and colleagues observed that antipsychotics could ‘dampen’
the ‘subjective experience and presentations’ during NET, though suggested that there had not been a

need to modify medication during therapy, in their experience (Breinlinger et al., 2020).

On the other end of the spectrum, one EbE emphasised the degree of distress that was
encountered during NET, and noticed an increase in fear, shame and exhaustion throughout the
intervention. Clinicians might not be aware of what the consequences will be for someone speaking
about traumatic events until they started. Similarly, while clinicians acknowledged the (sometimes
great) distress encountered by people during NET, they perhaps did not describe it to the same
extremity as EbE; as such, clinicians may not be aware of the true extent of distress that can develop

through the NET process.

The distress described was comparable to findings of other qualitative research into
experiences of trauma-focused interventions with people accessing El services (Tong et al., 2017) and

people diagnosed with PTSD (Shearing et al., 2011), which described reliving as ‘painful but

108



achievable’. Participants described feeling like past events were happening in the present, which ‘took
over people’s lives’. There was a sense of relief when this had stopped. Similarly, existing qualitative
NET research noted the narration sessions could generate high levels of distress, but to a lesser degree
than the pain of the original event (Cicconi, 2018; Said et al., 2021). Distress was typically described
as temporary and, in line with previous findings, reduced as the intervention progressed and people

started to notice benefit (Cicconi, 2018).

Clinicians’ concern about the potential distress of trauma-focused interventions has also been
noted elsewhere as a barrier to offering such interventions in psychosis services (Walters et al., 2016;
Gairns et al., 2015; Chadwick & Billings, 2022). Increases in distress during trauma-focused
interventions for have been reported by quantitative research; this tended to be for a minority of
participants, which led to authors concluding the interventions were safe and tolerable. Moreover,
twice as many waitlist-controls reported symptom exacerbation compared to the experimental group,
and participants who experienced distress and symptom exacerbation still showed improvement from
the intervention (Foa et al., 2002; Jayawickreme et al., 2014; Larsen et al., 2016). Nonetheless, the
payoff between distress and potential-benefit must be considered beforehand and monitored
throughout; one clinician in the present study spoke about an EI client for whom the potential benefit
of NET did not feel worth the risk of increase in distress, as they had been ‘managing’ for many years.

For others, a sense of relief and being ‘unhooked’ from the memories justified the challenge.

A common concern is that the increased distress could increase the risk of drop-out; one
systematic review estimated rates of drop-out for trauma-focused interventions with people
experiencing psychosis ranged from 14-41%, with higher rated reported by studies evaluating tf-CBT
(Swan et al., 2014). One meta-analysis estimated the average drop-out rate for trauma-focused
interventions (outside of psychosis settings) as 18% (Imel et al., 2013). Interestingly, one study found
no association between symptom exacerbation and risk of drop-out (van den Berg et al., 2016).
Although this study aimed to be inclusive of people who had dropped out from NET, a limitation is
that none were recruited or interviewed. Understanding the experience of people who drop out from

NET is an important avenue for future research to ensure possible instances of harm within the
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intervention can be understood, and the intervention adapted accordingly (Patel et al., 2016; Tong et

al., 2017).

The findings of the current study suggest that NET can be delivered safely, and that people
retrospectively found the benefit of NET to outweigh the distress or challenge it presented. Clinicians
described a process of carefully assessing for whom NET might be suitable and appropriate,
considering the degree of stability around a person. Participants in both groups mentioned the
importance of a supportive network (family; friends; El clinicians) when distress was high; this had
also been raised in qualitative trauma-focused therapy literature (Shearing et al., 2011) but not in NET

literature (Cicconi, 2018; Said et al., 2021).

Trust and therapeutic alliance at the core of NET

Trust was mentioned by most participants, particularly emphasised by EbE. Trust enabled
EDE to try NET despite apprehension about revisiting the past and the sensitivity of the stories being
shared. Care, kindness and consideration were factors that EbE associated with trust-building. There
was a sense that clinicians ‘went the extra mile’ and that EbE were ‘more than just a number’ to them,
which meant they ‘really cared’; this has been linked to trust-building in other qualitative psychosis
research (Laugharne et al., 2011). EbE also emphasised the benefit of having some control over the
therapeutic in building trust, which was linked by some to repeated historical experiences of
disempowerment. This is in keeping with existing research suggesting the people experiencing
psychosis particularly value empathy, trustworthiness and collaboration in therapeutic relationships

(Lawlor et al., 2017; Pipkin et al., 2021; Wood et al., 2015).

Therapeutic alliance broadly encompasses goal agreement, task agreement and therapeutic
bond (Bordin, 1979), and is hypothesised to be a ‘non-specific’ factor responsible for a proportion of
therapeutic effect across all interventions (Rosenzweig, 1936; DeRubeis et al., 2005). Therapeutic
alliance has been found to predict therapy outcomes and has been linked with a reduction in global-

and psychosis-symptom scores for people experiencing psychosis, with poor therapeutic alliance
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linked to a detrimental therapeutic outcome (Bourke et al., 2021; Goldsmith et al., 2015; Horvath et
al., 2011). As such, understanding facilitators to the development of therapeutic alliance (and, within
this, trust) with people experiencing psychosis is central to ensuring therapeutic interventions help,

rather than harm.

Difficulties in trust may be linked to insecure attachment styles (Fonagy et al., 2017). Rates of
insecure attachment have been estimated at 76% in individuals experiencing psychosis compared to
38% non-clinical samples, with insecure attachment (particularly fearful attachment) significantly
associated with negative symptom scores and, to a lesser degree, positive symptom scores (Carr et al.,
2017). This could be understood in the context of associations between adverse, attachment-disrupting
events (e.g. abuse) and psychosis (Bentall et al., 2014). Fearful attachment styles have been linked to
unhelpful views of self and other for people and emotional dysregulation for people experiencing

psychosis, which may have implications for trust-building (Mason et al., 2005; Quijada et al., 2015).

Therapeutic alliance may be particularly important in trauma-focused interventions,
especially where events (e.g. abuse) have shattered assumptions about the world and other people as
being safe, benevolent and trustworthy (Cloitre et al., 2002; Ormhaug et al., 2014). One study found
no association between child sexual abuse history and strength of therapeutic alliance, suggesting that
a strong relationship can still be built despite previous violations of trust (Keller et al., 2010).
Therapeutic alliance has been found to predict therapeutic outcome in tf-CBT, but not a non-specific
treatment control condition, suggesting alliance may have a specific change-facilitating role in

trauma-focused interventions (Ormhaug et al., 2014).

Mechanisms of change: exposure and meaning-making

EbE and clinicians referenced the exposure component of NET (though EbE tended to refer to
this as ‘going through the memory in detail’). Clinicians described feeling particularly active in this
part of the intervention and commented that it seemed particularly challenging for clients, which for

some linked to an idea that the process was important in enabling change. EbE described a sense of
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memories feeling jumbled and confusing prior to NET starting, and valued the role of the lifeline,
narration sessions and re-reading of narratives in organising memories. This helped clarify ‘what

happened’ and ‘when’, which was linked to a reduction in distress linked to the memories.

These observations are in line with NET theory, and literature about the mechanisms of other
trauma-focused interventions. Theoretically, NET is informed by models of autobiographical memory
which propose that sensory-perceptual information is linked to a traumatic event is processed and
stored differently as a result of high levels of arousal (Conway, 2001; Schauer et al., 2011). The NET
model draws from dual representation theory (Brewin et al., 2010) in its distinction between sensory-
perceptual information (‘hot memory’ in NET; S-reps in dual representation theory), and contextual
information as (‘cold memory in NET; C-reps in dual representation theory). NET proposes that when
‘hot memory’ is not embedded within contextual, autobiographic memory, its detachment from time
and place can result in the ‘hot memory’ being experienced intrusively and out-of-context as a
flashback. As such, NET aims to reintegrate the memory through a process of detailed narration,
weaving between sensory-perceptual information linked to the memory and in the present moment, to

re-integrate the ‘hot’ and ‘cold memory’ and contextualise it in time and place (Schauer et al., 2011).

With most quantitative NET research focusing on PTSD symptom scores and loss of
diagnosis, this research contributes to understanding people’s subjective experience of the impact of
NET. Following NET (and even during, for the EbE interviewed mid-intervention), EbE noticed that
although intrusive traumatic memories did not stop (similar to Cicconi, 2018), they felt less intrusive,
more distant, emerged less frequently, and had fewer ‘problems’ attached to them (e.g. fear, anger,
shame, suicidal thoughts). This was often described as an embodied experience- a sense of a ‘weight
being lifted’, or emotions no longer being ‘carried’. With some quantitative NET literature suggesting
that improvement is seen predominantly at the 6 month follow-up (e.g. Patel, 2016), it is interesting
that participants in the present study noticed improvement as the therapy is progressing; this may help
‘mobilise hope’ and build expectation of success, which has been linked to better engagement and

therapeutic outcomes (Tsai et al., 2012).
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Dual representation theory would suggest that such improvements can be attributed to the
processing of ‘hot’ and ‘cold memory’ led to the reintegration of sensory-perceptual information with
information related to time and place, thus contextualising memories and reducing instances of
memories being re-experienced unexpectedly (Brewin et al., 2010). As noted in Cicconi’s findings, it
is not clear theoretically why flashbacks do not subside entirely; this may be linked to a need for more
sessions, a greater activation of the sensory-perceptual network during processing; or a limit to which
dual representation theory can be applied to prolonged, multiple and/or repeated trauma (Cicconi,

2018).

All EbE seemed to have ‘assimilated’ the ‘cupboard metaphor’ used in trauma-focused
interventions, an observation also made in research of asylum seekers’ experiences of NET (Cicconi,
2018). Given that being given clear information about NET and prepared for what to expect were
identified as important facilitators for trying NET, psychoeducation may have an important role in
both engagement and providing a framework for people to understand their experiences. Clinicians
felt the model was easy to understand and believed including families in psychoeducation could help
build understanding and inform appropriate support- a view echoed in other psychosis-related

psychoeducation research (Lincoln et al., 2007).

As well as the sensory-perceptual integration of memories, most participants mentioned a
sense of memories feeling contextualised within one’s personal history. This has also been observed
in qualitative research into therapists’ experiences of using the lifeline, which suggested this was a
distinct process to the ‘contextualisation’ referenced in relation to the integration of ‘hot’ and ‘cold
memory’ in NET as it seems specifically linked to the lifeline, which aims to collect details related to
the ‘cold memory’ only (Dix, 2021). This may hold particular relevance when using NET with people
accessing EI services. One review considered the characteristics of narrative identity in participants
experiencing psychosis; narrative structure was described as temporally incoherent and lacking in
detail and context- through a trauma-lens, this is theoretically in keeping with a dual representation
model of memory (Brewin et al., 2010). The authors also characterised the autobiographical reasoning

of participants as ‘marked by disconnection between events and the present-self’, which was
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attributed to difficulties in drawing connections and meaning about past events in relation to the
present self (Cowan et al., 2021). As such, the NET lifeline may have a role in supporting the
development of a coherent and connected narrative identity, which could be considered a therapeutic
outcome in itself (France & Uhlin, 2006). Further research is required to explicitly examining these

processes in NET and build on this hypothesis.

Meaning-making also emerged as an important mechanism of change in the current study.
Participants described a process of making new meaning about past events, related to the extent to
which events defined them; the role of self and other in events; relationship to self-blame; and a new
view of self in light of past events (e.g. characterised by strength and resilience). Survivor-led
movements are advocating for the prioritisation and amplification of ‘collectively produced
knowledge’ in moving away from singular, medical conceptualisations of anomalous experiences
(Bergstrom et al., 2019; Rose, 2017). Meaning-making has also been found to have a potential

mediatory role in post-traumatic growth (Mazor et al., 2016).

Clinicians emphasised the role of people making links between past traumatic experiences
and present distress in understanding anomalous experiences, which they observed allowed people to
have a greater degree of control over how their responses to the experiences. EbE did not comment on
the role of NET in aiding understanding of psychosis-associated experiences. Interestingly, when
referencing current experiences of distress they also did not often differentiate between experiences
labelled as ‘psychosis’ (e.g. voice-hearing) or experiences commonly linked to PTSD (e.g.
flashbacks). It is not clear whether this is because participants did not feel able to speak about their
anomalous experiences, or whether they did not differentiate between their experiences so
definitively. Phenomenological links between life events and anomalous experiences have been
described (Alsawy et al., 2015; Brand et al., 2017; Corstens & Longden, 2013), but research is lacking

into the impact of meaning-making processes on recovery.

EbE also mentioned skills developed through the process of NET which they had taken with
them beyond the intervention; forming secondary outcomes, of sorts. These related to experiencing
and expressing emotions; building relationships; noticing avoidance and facing fears; and grounding
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by connecting to the senses. Given that emotion regulation and social relationships can present
challenges to people accessing El services- especially those who have experienced interpersonal child
trauma- NET may also act as an effective skill-developing intervention in domains beyond the
processing of traumatic memories (Eisenstadt et al., 2012; Khoury & Lecomte, 2012; Satin et al.,
2014). Moreover, three EbE spoke about valuing the slow, detailed process of narration, and noticed
that it this helped them to think more thoroughly before acting or making a judgement; respond to
situations ‘less rashly’; and consider other people’s histories and perspectives. Future research could
explore the impact of this on ‘hasty decision-making’ and paranoia, given the association between

these and psychosis (Dudley et al., 2016)

NET in EI service: empowerment and the whole person

NET’s emphasis on strengths- initially through the flowers, and then through the weaving of
strengths and values throughout the NET process- was appreciated by most participants. The building
of a more strengths-based and compassionate sense-of-self was linked by EbE and clinicians to other
life changes that contributed to well-being- a point emphasised by one EbE during the member
checking process. Coping self-efficacy has been linked to post-traumatic growth in psychosis (Mazor

etal., 2016).

NET was felt to encompass ‘the whole person’ by way of the lifeline, which made space for
stories from across the lifespan- positive and negative; this is consistent with research into clinician
views of the lifeline (Dix, 2021). This was felt by clinicians to fit the ethos of EI and ‘psychosis work’
more broadly, which was characterised as person-centred. Moreover, EbE spoke about valued when
clinicians took an interest in their lives beyond what was relevant to the NET process, and appreciated
clinicians helping with practical tasks associated with daily living (e.g. housing). Similarly, clinicians
described a conflict between making space for concerns arriving in peoples’ present lives versus
sticking to the protocol and keeping sessions focused on NET-related tasks. This dilemma has been
described by NET clinicians working in non-psychosis settings (Coope, 2019), but there was a sense
that this felt particularly relevant in an El setting in which support would typically be flexible in its
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focus. CBTp, routinely used in El services, also holds flexibility as a central tenet, and clinicians are
encouraged to assist people with non-therapy-related tasks related to larger goals that may improve

quality of life (Landa, 2017).

Clinicians spoke about the importance of a whole-system approach to the implementation of
NET in El. A cohesive MDT understanding of the relevance of trauma-focused interventions was
thought to facilitate the process of service users receiving appropriate support and encouragement
throughout the NET process, especially in light of distress. This is in line with research into barriers
and hesitations around offering trauma-focused interventions to people experiencing psychosis, with
one study noting that the tension of implementing a biopsychosocial model has been observed when
implementing trauma-focused interventions in psychosis services, in a way that has not been observed
in PTSD services (Chadwick & Billings, 2022). In supplementary comments shared during the
member-checking process, one clinician shared their interest in the sense of trauma work as

‘additional’ in psychosis services with such high rates of trauma in the service.

Limitations

There are several limitations to the present study. The EbE analysis was based on a small
sample of participants; although many of the experiences shared by EbE were paralleled by stories
shared by clinicians about other clients they had worked with, the views shared may not be
generalisable to that of other people accessing El services. Moreover, though themes were generated
across the EbE accounts, people experienced aspects of the intervention very differently (e.g. the
emotional experience of the intervention); recruiting a larger sample would allow for a deeper and
more nuanced analysis of such experiences. Similarly, given the variety in cultural backgrounds and
trauma histories of the sample, generalisability may be further limited, and aspects of experience

relevant to specific cultural backgrounds or traumatic experiences may have been missed.

Although it was stressed that the researcher was not part of the EI service and people’s care

would not be affected by their engagement with the study, the researcher’s affiliation with the service
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due to recruitment taking place through clinicians may have made it difficult for EbE to share difficult
or negative experiences of NET. Effort was made to foster a warm, collaborative relationship in which
EbE would hopefully feel able to share such experiences, however in my position as a white British
trainee psychologist, the power hierarchy would have undoubtedly shaped the nature of our

conversations and the experiences shared.

Most clinicians mentioned their own confidence and competence in NET when reflecting on
barriers they had encountered, with most clinicians having been trained in NET in the last 2 years; as
such, it is difficult to conclude whether difficulties encountered represent psychosis-specific
complications to the NET process, or therapist-factors. That said, a strength of the study is the
ecological validity of focusing on clinical practice in an NHS setting, highlighting barriers and

challenges that have clear implications for the implementation of NET in similar settings.

The clinician sample also predominantly comprised white European women, as were the
researchers. As such, it is inevitable that the experiences of the intervention, perspectives shared and
themes generated were done so through a white Western lens. A strength of the analysis, however, is
the prioritisation of the EbE analysis- three of whom were not white. Moreover, member checking
process was used to mitigate the risk of researcher bias in the analysis and ensure participants’ felt
their views were reflected, and the feedback from this suggested the analysis represented the views of
those who responded. However a degree of bias is still inevitable- for example, the researcher’s
identity as a white British woman may have made it difficult for some to share particular reflections
about culture, though these were shared by some. As an individualised intervention its cross-cultural
applicability cannot be assumed, especially when working in areas with a high proportion of
collectivist cultures; for example, the intervention may have been considered cross-culturally
applicable by clinicians because the comparative baseline was other individualised treatments
available in NHS services. Careful consideration should be given not only to the cultural applicability
of available therapeutic interventions, but also to intervention-specific decisions made within the NET

process (such as prioritisation of which events to place on the lifeline; Dix, 2021; Patel et al., 2016).
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Clinical implications

This study is an exploration EbE and clinician accounts of NET in EI services. While there
are limitations to the study, it provides detailed insights into the process and impact of NET for people
accessing El services, as well as ideas about mechanisms of change. As a naturalistic study, these
insights reflect the day-to-day reality of working clinically in an NHS setting, and can be considered

more generalisable than RCTs (Philips & Falkenstrom, 2021);

The findings suggest that while the process of NET can generate distress and intense
emotional experiences, this is most often temporary and experienced as worthwhile in light of the
benefit of NET- which included an organised and coherent sense of one’s lifespan; fewer intrusive
memories with a reduced emotional impact; reduced self-blame; increased self-compassion and sense
of strengths; and meaning-made about experiences. That said, the degree of distress and dysregulation
that can occur means that starting NET warrants thorough and ongoing assessment, consent-seeking,
monitoring and preparation (ideally involving family members and other El support staff), as well as

acknowledgement of distress when it does emerge.

Insights from EbE and clinicians suggested that a flexible approach to the NET protocol can
help engagement and feels in line with the EI ethos; future research may consider the effectiveness of
this. Moreover, emphasis on the role of trust in engaging with NET (supported in particular by
kindness, care and collaboration) may indicate the utility of starting NET after a period of engagement
or prior therapeutic support. Future research may consider how NET can be adapted to meet the needs
of people accessing El services in such a way that maximises the safety, effectiveness and

acceptability of the intervention.
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Introduction

This critical appraisal will document some of my personal reflections from throughout the
research process, intending to parallel and expand upon the ideas written in my reflective log. After
contextualising the start of my journey with the project, | will outline one dilemma encountered in the
process of completing the systematic review and one from the empirical research, as well as the new
insights, ideas and questions | am taking away as a result. | will also consider how the research project
has contributed to my development as a clinical psychologist- in my roles both as researcher and

clinician.

Starting the project

As we started to consider research topics for our thesis in early 2020, I remember feeling clear
that | wanted to do a qualitative project; my undergraduate dissertation had been quantitative, in fact
most of my early exposure to research methods in psychology (i.e. my undergraduate teaching and
placement) had a strong quantitative focus with very little time paid to qualitative methods. As | grew
more familiar with qualitative approaches, | found that its relativistic epistemological underpinning
and interest in people’s subjective experiences aligned with my own epistemological world-view and
research interests. As such, the thesis process presented an opportunity- and a challenge- not only to

develop skills in qualitative methodology but also to develop my identity as a researcher.

I was quickly drawn to this specific research topic because of its focus on intersecting areas |
had pre-existing interest in- psychosis and trauma. | had very little pre-knowledge about psychosis
until my first-year teaching and placement; we had little-to-no teaching at undergraduate level, so any
preconceptions I had were based either on brief teaching on ‘schizophrenia’ heavily influenced by the
medical model, or references made in films and culture more broadly. | was struck by the persistence
of deterministic, medical models of psychosis in narratives about psychosis, and felt shame about my
own ignorance to the stigma and misinformation around psychosis. As such, | was grateful for the

chance to do person-centred work in the recovery-oriented psychosis service | was placed in during
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my first year. It was here that | was first introduced to the recovery model (e.g. Wallcraft et al., 2003)
and principles of trauma-informed care (SAMHSA, 2014), including the phrase “It’s about ‘what

happened to you’ not ‘what’s wrong with you’’.

Systematic Review: Conceptualising ‘traumatic events’

One of the stumbling blocks | encountered in the planning stages of the systematic review
related to the definition and conceptualisation of traumatic events. The nature of the problem I had
encountered was not initially clear- more a sense of ‘stuck-ness’ when during the iterative process of
scoping possible searches related to ‘trauma’ and ‘psychosis’ and developing my inclusion/exclusion
criteria. Initially attributing this to my relative inexperience in research, the ‘stuck-ness’ eventually
started to untangle when I considered the meaning of the word ‘trauma’- which both in some of the
studies | was reading and in my own anecdotal experience was often used as if it connoted

transparency, but without being clearly defined.

For some, the word ‘trauma’ is used synonymously with the psychiatric diagnosis post-
traumatic stress disorder (PTSD), characterised by the ‘symptoms’ shown in Appendix M, as defined
in the DSM-5 (American Psychiatric Association; APA, 2013; Appendix M). The ICD-11, on the
other hand, specifies that a person may develop symptoms following an ‘extremely threatening or
horrific event, or series of events’, without providing a specific definition (World Health
Organisation; WHO, 2019). The variance in breadth versus narrowness of criteria represent attempts
both to ensure people can access support associated with a diagnosis where it is needed, and to avoid
‘over-use’ of the label (Stein et al., 2014). The ICD-11 (but not DSM-5) also lists complex-PTSD as a
diagnosis that is related-but-separate to PTSD, and is associated with chronic and repeated traumatic
events and emotional and relational difficulties on-top of those listed under the PTSD diagnosis

(Cloitre et al., 2014; WHO, 2019).

Other definitions of ‘trauma’- also focused on the impact on the person- take a more general

approach. Bessel van der Kolk, psychiatrist and author of ‘The Body Keeps The Score’, describes
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trauma as ‘not the story of something that happened back then, but the current imprint of that pain,
horror and fear living inside [the individual® (van der Kolk, 2014). The APA defines trauma as ‘an

emotional response to a terrible event’ (APA, n.d.)

As well as referring to the subjective experience of an event on an individual (e.g. ‘post-
traumatic symptomology’), ‘trauma’ can also be used to refer to the adverse event itself, or the harm
perpetrated within the adverse event (Bath, 2017; Kaminer & Eagle, 2010). In Eye Movement
Desensitization and Reprocessing (EMDR) literature- now adopted more broadly- Shapiro
differentiates between ‘big T’ traumatic events (typically life-threatening events, serious harm or
sexual violence, comparable to Criterion A of the DSM-V PTSD diagnosis) and ‘small t’ traumatic
events (more ubiquitous adverse events which can cause significant distress, such as loss, bullying,
victimisation). While the literature emphasises that this is not with the intention of diminishing the
severity or impact of ‘small t” events, I cannot help but feel this language inadvertently does so.
Interestingly, traumatic events as characterised by diagnostic manuals have been linked with only
slightly higher levels of ‘PTSD symptomology’ than adverse events that fall outside of this
categorisation (Hyland et al., 2021; Larsen & Pacella, 2016), prompting some to suggest a more
inclusive approach to the definition of ‘traumatic event’ should be taken to improve access to trauma-
specific and trauma-focused interventions and services (Campodonico et al., 2021). In fact, there is
debate in the field as to whether PTSD diagnoses should require exposure to a specific event at all,
with some suggesting that developing an event-specific criterion which is inclusive but not
overgeneralised is unattainable (Brewin et al., 2009) and others suggesting that PTSD, by nature,

should presume exposure to specific events as part of its aetiology (Kilpatrick et al., 2009).

How trauma and/or traumatic events are defined has important implications for the support
people can access. A study of assessments in a child welfare system illustrates the impact of varying
conceptualisations and thresholds for trauma; an analysis of assessments found 95% had been exposed
to potentially traumatic events, 28% reported some clinical symptoms associated with ‘trauma’, and

3% met the threshold for PTSD (Griffin et al., 2011).
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‘Traumatic events’ were defined to varying degrees in the studies included in the literature
review. Eleven of the included references explicitly stated that they were exploring experiences of
psychosis in the context of ‘trauma’- of these, three (O’Neill, 2010; Rhodes et al., 2017; Wheeler,
2019) focused on specific adverse life events, one used diagnostic PTSD criteria (Anketell et al.,
2010), two used the term ‘negative life experiences’ which they operationalised for the purpose of the
study (Vallath et al., 2018; 2020), four used constructs such as adversity but did not define these, and
one stated that they allowed participants to self-define whether they had experienced ‘trauma’;
Campodonico et al., 2021). The remaining 21 studies which did not explicitly explore the role of
‘trauma’ were included if events mentioned were referred to as ‘traumatic’, or were events commonly
associated with ‘trauma’ (such as abuse, accidents, sudden loss, bullying). I decided from the outset to
take an inclusive approach to the studies that would be eligible for the review (for example, the search
criteria included broad terms such as ‘past experiences’ to account for variation in language used, and
the data extracted from papers could pertain to a broad range of events). | believe this is a strength of
the study; a finding of the literature review | found particularly interesting was the relevance of loss
events the connections Experts by Experience (EbE) made between traumatic events and subsequent
experiences of psychosis, and I question whether this theme would have emerged had we adopted a

stricter definition of traumatic events.

Reflecting on my own epistemological stance- both as a researcher and a clinician- led me to
consider similarities and differences in how researchers and clinicians work with constructs such as
trauma. As clinicians, especially working individually, we are afforded the opportunity to work within
a person’s own systems of meaning and language. Being on placement in a child sexual abuse service
strongly influenced by principles of Narrative Therapy (White & Epston, 1989), much of my thinking
in my clinical work was underpinned by post-structuralist principles; for example, that our
understanding of ‘reality’ is based on language as a means of creating and sharing meaning, and thus
is inherently subjective (Besley, 2002). Whilst this translates well into clinical work, research requires
a degree of classification and definition- for example, when developing inclusion criteria, having

comparative groups in quantitative research, and to facilitate the wider dissemination of research
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findings usefully and applicably. Within this, taking an operationalised-but-inclusive approach to the
definition of traumatic events made space for inclusion of events that participants themselves felt
were traumatic, whilst ensuring the research methods were systematic and phenomena were clearly

defined.

Empirical research: From clinician to qualitative researcher

As a novice qualitative researcher, all aspects of the research process were new to me; one
tension that was particularly prominent in the reflections in my reflexive log was that of my role as a

‘qualitative interviewer’, and the more familiar position of a warm and validating clinician.

Even prior to conducting the interviews, I had concerns about how I would ‘be’ in the position
of interviewer- particularly with regard to my manner of interacting with participants and responses to
their comments. Validation felt like such a natural feature of my way-of-being as a psychologist. This,
however, was at odds with ideas about how I understood researcher ‘should’ respond in a semi-
structured interview so as not to unintentionally influences the responses of participants. Based on the
assumption that most of the clinicians were familiar with the process of research and were unlikely to
find the interview distressing, this was a particular consideration when conducting interviews with

EDE.

I was acutely aware of this conflict given my experience working therapeutically in a psychosis
service. A warm, trusting, therapeutic relationships is important arguably when working with anyone,
but my experience has been that this has been particularly emphasised in psychosis settings
(Chadwick. 2006). In my experience, | had valued adopting an authentic way-of-being and using
appropriate self-disclosure to build trust in the therapeutic relationship, and was concerned about what
losing these ‘tools’ would mean for engagement with the interview. The nature of the research topic
added to my concern; though | had emphasised that | would not be asking about any of the traumatic
events EbE had spoken about in therapy, there was a chance that people may find the interview

distressing if they were revisiting memories about the intervention being distressing (though this had
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not been noted in existing research). As such, EbE feeling ‘safe-enough’ throughout the process was a

priority of mine.

Flexibility is also something | was used to bringing to my therapeutic work in psychosis
settings, and something which | understood to support engagement in Cognitive Behavioural Therapy
for psychosis, for example (CBTp; Kilbride et al., 2013). | chose to use a semi-structured schedule to
guide the interview through topics of interest, whilst also enabling participants to expand on and
explore areas that felt particularly relevant or important to them (Rabionet, 2011). In writing the
schedule, I included fairly broad questions pertaining to a topic, followed by a number of prompts and
follow-ups which were narrower and more specific by nature. My hope was that this would afford
some degree of flexibility based on the extent to which EbE felt able to share (be it extensively, or

minimally).

It struck me that perhaps | would neither be bringing the same degree of flexibility as I usually
would to by clinical work, nor would my approach be as systematic as a purist researcher- a tension
that has been acknowledged elsewhere by qualitative researchers in the psychosis field (e.g. Billings,
2005). This tension spoke to a conflict between my willingness to ‘do research properly’, and my
values of compassion and care meaning that | wanted EbE to feel comfortable. Ongoing reflection and
supervision was central to this balance being struck in such a way that satisfied the ethical and

methodological demands of the study.

Smith and Osborne propose that careful and transparent preparation in the setting up of a
research study can help put participants at ease and support a rich engagement with the interview
questions (Smith & Osborn, 2003). This reminds me of the phrase ‘well begun is half done’, often
associated with systemic therapy (Lang & McAdam, 1990). As such, | spent time both during the
initial phone calls setting up the interview and at the start of the interview building rapport with EbE.
It also occurred to me that whilst the difference between the role of a researcher and a clinician (and
what that then means for what questions are asked, and how) was clear in my mind, the nature of that
difference may not have been obvious to the EbE I was interviewing. As such, | gave an overview of
my role as researcher, and what that would mean for the research process- that | was primarily
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interested in hearing their experiences in their words, and would ask occasional questions to guide us

and to ask for some more information, and check | understood.

This dilemma manifested differently in different interviews. Interestingly, I noticed that the
transition to researcher-role felt more natural to me during the interviews | conducted on Zoom; whilst
I still spent time chatting informally, to build rapport, this was less at the forefront of my mind that in
the face-to-face interviews and it felt appropriate to start the interviews fairly quickly. Given that |
only interviewed four EbE, this cannot be causally attributed to the platform, though | was intrigued
by this reflection. It led to me wondering why this might be, and how else the format of the interview
may have shaped the process. My therapeutic work in the psychosis service had taken place in both
virtual and face-to-face formats, so | was familiar with both. I wondered whether the regularity of
video-call meetings throughout the COVID-19 pandemic had fostered an association with Zoom-
based calls as ones which have a more formal, meeting-like format- for me, and perhaps participants
too? Equally, being in a room with someone, by nature, gives you more access to visible aspects of
participants’ experiences- whether subtleties in body language or facial expression, or interaction with
the environment- which may have enabled me to be more attuned to the experiences and emotional
needs of face-to-face participants. In all interviews, | switched off the recording device after the final
question and allowed time to check out, debrief, reflect on the interview process and ‘wind down’.
This felt important as a means of re-engaging with participants in what felt to me in a more ‘human’

way, without the constraints of the semi-structured interview schedule and research methodology.

I was aware of the positions of power | held in relation to EbE throughout the process; for
example, my position as a middle-class white British woman- which varied from the social identities
of all EbE, albeit in different ways. This will have undoubtedly shaped their experience of the
interview, and what answers they felt able to give. For example, would my identity as middle-class-
and therefore potentially very different experiences of and access to housing, finances and education-
influence what EbE shared in relation to these areas? As a white woman, would this influence (or

silence) reflections related to culture- for example, in relation to the cultural applicability and
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acceptability of NET? Whilst this was a theme explored in detail in one interview, it is undoubtable

that my social identity will have influenced this process.

I was also in a position of power in terms of profession; although I technically was not
affiliated with the EI teams that EbE were accessing (this, and the fact the interview would have no
bearing on their care, was emphasised), it is likely that | was experienced as an EI ‘professional’ given
that EbE were recruited through their EI services. In the empirical paper | mention taking these factors
into consideration during analysis, and they were also on my mind during the interview process. As a
professional in a position of power- especially one affiliated with (and therefore likely experienced as
being part of) the mental health system, my consideration of the wellbeing of EbE during interviews
was heightened. | was acutely aware of this given a) the likelihood (both statistically, and by nature of
the participants having been offered NET) that participants had experienced breaches of trust in their
lives, possibly repeated; and b) that they may have had difficult experiences with health and/or police
services in the past, and therefore may have had difficult experiences with people in positions of
authority. This further highlighted the need for a ‘well begun is half done’ approach to rapport
building before the interview, in an attempt to rebalance the power hierarchy (acknowledging that it
will still exist) in an attempt to build safety and trust. Memories of getting to know EbE and building
rapport are some of my most valued and cherished of the research process- | was struck by the
openness and candidness of some of the participants, who shared personal stories and creative

endeavours.

Reflections on the dilemmas encountered during this process- in addition to the challenge-
generated a curiosity about how this is approached by experienced qualitative researchers in the
psychosis field. What skills and abilities do researchers draw on to address this balance between
ethics and methodological rigor? It also generated a curiosity about other creative approaches to
qualitative research that span beyond the traditional interview context, which may open doors to new
ways of eliciting ideas and expertise from people accessing psychosis services, and in research

broadly.
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Conclusion

To conclude, this critical appraisal has considered two dilemmas encountered during the
research process. During the literature review, reflections about how terms such as ‘trauma’ and
‘traumatic events’ are defined (or in some cases, are not defined) helped me make sense of a “stuck-
ness’ I encountered when designing the study. Taking an inclusive approach to the resolution of this
dilemma- | believe- made space for an interesting theme to develop about the role of loss events in
self-made links between traumatic events and psychosis. In the empirical paper, | was challenged by
the differences in the role of clinician and researcher- particularly in relation to the interview process,
and linked to the expectations of the researcher role and aspects of my social identity. Tending to the
wellbeing and comfort of participants was a priority throughout the research, which required careful

reflection about the remit of the researcher role.
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Appendices

Appendix A. Research flyer (EbE)

146



MHS Foundation Trust

Have you done a talking therapy
called Narrative Exposure
Therapy (NET) with a therapist?

T

We would like to speak to people who use Early Intervention services about
their experiences of doing Narrative Exposure Therapy (NET) with a therapist.
This is for a piece of doctoral research at University College London.

3
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MET is a type of talking therapy for people who have experienced a number of t

upsetting or traumatic events in life. If you have done the therapy, you might Lf
have made a lifeline with your therapist. You might have used stones to '
represent traumatic memories and flowers to represent positive memories, or

you might have used different objects.

For more information,
please contact:

¥
i,“r

oy )

Participants will be
paid £10 for taking
part

Rachel Sparrow (researcher)-

At
L *"

- O

Or speak to the psychologist
you did NET with in EIP

Experiences of the process and impact of Marrative Exposure Therapy in Early Intervention in Psychosis services. Participant
fiyer [dient]. IRAS:201094, Version 4.1 (30/07/2021)
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Appendix B. Research flyer (clinicians)
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MHS Foundation Trust

Have you delivered Narrative
Exposure Therapy (NET) in an
Early Intervention in Psychosis
service?

T

We would like to speak to clinicians about their experiences of delivering
Marrative Exposure Therapy (MET) with individuals with a primary diagnosis of
psychosis. This is for a piece of doctoral research at University College London.

Ve
-*"’

=y -

We hope to interview a number of clinicians who have experience of using
MET with people experiencing psychosis in order to develop an understanding
of how NET could best meet the needs of this client group. We are interested
in hearing a variety of perspectives, including if you have used NET extensively
with this client group, or you have attempted to previously and have since
decided not to. Interviews are likely to last around 1 hour.

,"

A &
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»
Participants will be For more information, ¢
paid £10 for taking please contact:
part
X
> ',Li &
A

. Rachel Sparrow (researcher)-

Ak

Experiences of the process and impact of Narrative Exposure Therapy in Early Intervention in Psychosis services. Participant
fiyer (dient]. IRAS:201094, Version 4.1 (02/08/2021)
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Appendix C. Participant information sheet (EbE)
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The process and impact of Narrative Exposure Therapy for

people experiencing psychosis.

We invite you to take part in a Doctorate
of Clinical Psychology research study.

e Before you decide whether to take part, it is
important for you to understand why the
research is being done and what it will
involve.

e Please take time to read the following
information carefully. Discuss it with family
and friends if you wish.

e You are free to decide whether or not to take

part in this research. If you choose not to take

part, this will not affect the care you receive
from the Early Intervention in Psychosis
service, or other healthcare professionals.

¢ |If there is anything that is not clear or if you
would like more information, please let me
know. Take time to decide whether or not to
take part.

Summary of research study.

¢ We want to hear about the experiences of
people in Early Intervention in Psychosis
services who have had Narrative Exposure
Therapy (NET).

¢ We want to ask people questions about how
they found the therapy- these questions will
probably take 1 hour, but may take longer.

¢ We will not ask about the personal things you

shared in therapy.
e You can stop taking part in the study at any
time.
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1. What is the project’s purpose?

The purpose of the project is to hear about the experiences of Early Intervention in
Psychosis service users who have had Narrative Exposure Therapy (NET). NET is a
talking therapy for people who have experienced a number of distressing or
traumatic events in their lives. We want to understand what the therapy is like for
people in Early Intervention in Psychosis services, and the impact it has on their
lives. We hope that by understanding this better, we can consider how to adapt the
therapy to best meet the needs people who use Early Intervention in Psychosis
services..

2. Am | suitable for this study?

You are being approached because you are currently using an Early Intervention in
Psychosis service, and have tried NET. We are interested in hearing from people
who have completed a course of NET, and also from people who have decided to
stop NET early, to get a variety of perspectives. In order to be eligible to take part in
this study, we ask that you read this inclusion and exclusion criteria carefully. If you
have any questions about whether or not you are suitable for the study, please
contact Rachel Sparrow using the email address at the bottom of this form.

Inclusion Criteria

- Individuals aged 18 years and over

- Individuals who have experienced psychosis and are currently using an Early
Intervention in Psychosis service

- Individuals who have either finished a course of NET, or who had some
sessions and decided to stop the therapy early

- Individuals who have access to a private space to engage in the interview
over video-call (if the interview is taking place remotely)

Exclusion Criteria

- Individuals aged 17 years and under

- Individuals currently detained under the Mental Health Act, and/or who are
unable to consent to the study

- Individuals with a primary diagnosis of intellectual disability or cognitive
impairment
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3. Do | have to take part?

No- it is up to you if you to decide whether or not to take part. You can withdraw from
the research at any time without giving a reason and without it affecting your care in
NELFT and your Early Intervention in Psychosis service in any way. If you decide to
withdraw from the study before the interview, we will delete all data relating to you, in
accordance with GDPR (guidelines with ensure the protection of your personal data).
If you withdraw from the study after the interview, the interview data will be retained
for use in the study, but all identifiable data will be destroyed, and you will not be
asked to do anything else associated with the study.

4. What will happen to me if | take part?

The psychologist who has been doing NET with you might have mentioned this
study, and asked if you would agree to being contacted about the study. The
researcher- Rachel Sparrow- will have contacted you to introduce herself and the
study, and take your contact details to send you this Participant Information Sheet
and the Informed Consent Form (either by post or email). Alternatively, you may
have seen a flyer for this study at your local Early Intervention in Psychosis service
and may have contacted the researcher yourself.

You will be invited to read this Participant Information Sheet and Informed Consent
Form, and you will have the opportunity to ask the researcher- Rachel Sparrow- any
guestions about the study. The researcher will contact you at least 24 hours after
you receiving the documents- or at a time agreed during the first telephone call- to
answer any questions about the form. She will also ask if you would like to consent
to taking part in the study. If you do wish to take part, you will then return the
completed Informed Consent Form with your name back to the researcher, and we
will arrange a data and time for the one-to-one interview. This is likely to take place
using Microsoft Teams- the researcher will ask whether you have access to a
compatible computer/tablet/smartphone, WiFi connection, and a private space to
have the interview. If you do not, we will talk about arrangements we could make to
enable you to take part, such as providing a device to use for the interview.
Depending on COVID-19 Government and NELFT guidelines at the time of you
being approached to take part in the study, we might be able to meet face-to-face to
conduct the interview. The researcher will let you know if this is a possibility when
they share the Participant Information Sheet with you. It would then be up to you to
decide if you would prefer meeting face-to-face or online. If your interview is held in
person, your travel costs will be paid back to you.

On the Informed Consent Form, we will ask if you consent to us accessing some
personal information from your NHS clinical file. This will include some information
about you (your date of birth, gender and ethnicity), your NET sessions (how many
you had, when they started and finished), and some scores from questionnaires you
have already completed in the Early Intervention Service.
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The interview is estimated to last 1 hour, but might last longer if, for example, you
want to take a break. The interview will start with us speaking about the project,
checking you understand the purpose of the research and answering any questions.
We will then start the main interview; you will be asked questions about what it was
like having NET, what impact it had, and what you found helpful and unhelpful. We
will not ask you about the personal things you spoke about in therapy, and the
answers you give will be kept confidential. We do not expect the interview to be
distressing, however if you find the discussion challenging or tiring, you can ask to
take breaks or end the interview early. If the interview process is too challenging for
you at the time, we may decide to end the interview early.

Once the interview has ended, you will be given the opportunity to ask any questions
you might have about the study and to give feedback, if you would like to. You will be
paid £10 in the form of cash or a voucher (depending on your preference) for your
participation in the study- we will discuss arrangements for this at the end of the
interview. You will also be asked if you would like to be informed of the findings of
the study at the end of the research- this will be one of the check boxes on the
Informed Consent Form, and if you choose to be contacted, we will email you a
document summarising the main findings of the research.

Additionally, we would also like to speak to a few participants when we have finished
all the interviews (March 2022), to ask for their feedback on the themes and ideas
we have gathered- you will also have the chance to opt in to this on the Informed
Consent Form. We will contact some people who have opted in to arrange a
telephone or videocall to discuss the themes and ideas developed from the research.
Alternatively, feedback can be given over email. People who take part in this part of
the study will be paid an additional £10 in the form of cash or a voucher (depending
on your preference) as a thank you for their time.

5. Will I be recorded and how will the recorded media be used?

If you agree to be interviewed, the interview will be audio-recorded by the
researcher, Rachel Sparrow. The audio-recording will be stored on a secure
computer drive until we have typed up the notes from the interview, and then it will
be destroyed. If your interview took place on Microsoft Teams, the researcher will
use the ‘transcription’ function on Microsoft Teams to help type up the notes. Quotes
from the interview might be used in reports and publications written up from the
research, but not in a way that could identify you. No other use will be made of them
without your written permission, and no one outside the project will be allowed to
access the recordings or interview notes.

6. How will information about me be used?

How will you use information about me?

We will need to use information from you for this research project.
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This information will include your [initials/ NHS number/ name/ contact
details/ provide a bullet list of identifiers held by site and/or sponsor for the
research]. People will use this information to do the research or to check your
records to make sure that the research is being done properly.

People who do not need to know who you are will not be able to see your name or
contact details. Your data will have a code number instead.

We will keep all information about you safe and secure.

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

What are my choices about how my information is used?

e You can stop being part of the study at any time, without giving a reason,
but we will keep information about you that we already have.

« We need to manage your records in specific ways for the research to be
reliable. This means that we won'’t be able to let you see or change the
data we hold about you.

Where can | find out more about how my information is used?
You can find out more about how we use your information in the following places:

¢ www.hra.nhs.uk/information-about-patients/

e https://www.ucl.ac.uk/legal-services/privacy

e By asking one of the research team using the contact details below

e By emaliling the Sponsor Data Protection Officer on data-protection@ucl.ac.uk

7. What are the possible disadvantages and risks of taking part?

We do not anticipate any disadvantages or risks of participating in this study. We
appreciate that you are taking time out of your busy schedule to participate in this
research.

Due to the nature of these personal conversations regarding talking therapy, some
people may experience some strong emotions during the interview. We do not
expect that this process will be too distressing, and will ensure you are not feeling
upset prior to leaving the interview for example, by doing some joint
breathing/relaxation exercises. If the interview is upsetting for you, we might ask if
we can inform someone involved in your care so that they can ensure you are
supported.
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For some, answering questions for 1 hour or longer might feel tiring. If this is the
case, you will be able to ask for breaks or end the interview early. You can also
choose not to answer any of the questions in the interview, if you would prefer not to.

8. What are the possible benefits of taking part?

Taking part in this research will allow you to reflect on the therapy you have had,
which some people might find interesting. Your views might help inform future
adaptations for the therapy to best support other people who use Early Intervention
in Psychosis services- we believe it is very important for the views of service users to
be included in this process.

9. What if something goes wrong?

If you want to complain, or have concerns about any aspect of how you have been
approached or treated by members of staff you have encountered in the study,
complaints processes through both the NHS and University College London (UCL)
are available to you. Please ask the researcher or principal investigator, using the
contact details below, if you would like more information on this. In the unlikely event
that you are harmed by taking part in this study, compensation may be available.

If you suspect that the harm is the result of the sponsor (UCL) or the hospital’s
negligence then you may be able to claim compensation. Please make the claim in
writing to Miriam Fornells-Ambrojo (using the email address at the end of this
document) who is the Principal Investigator for the research and is based at 1-19
Torrington Place, UCL. The Principal Investigator will then pass the claim to the
Sponsor’s insurers, via the Sponsor’s office. You may have to bear the costs of the
legal actions initially, and you should consult a lawyer about this.

If you have a concern about any aspect of this study, you should ask to speak to the
researcher using the contact details at the end of this document- contact details are
at the end of the document. If you remain unhappy and wish to complain formally,
you can do this via the Patient Advice Liaison Service (PALS).

Site: North East London NHS Foundation Trust (NELFT) PALS
Address: NELFT PALS, Goodmayes Hospital, Barley Lane, llford, IG3 8XJ
Telephone: 0844 600 1225

Email: r-pct.palscomplaints@nhs.net
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10. Will my taking part in this project be kept confidential?

In this research study we ask you for the the following information about you: your
name, email address, phone number, date of birth, gender, ethnicity, the number of
NET sessions you had, , and which NELFT Early Intervention in Psychosis service
you access treatment from. We will also have access to the scores from
guestionnaires you have done already with the Early Intervention in Psychosis
service, and your primary diagnosis The researcher and Principal Investigator will
use this information to do the research and to check the research is being done

properly.

We will also have the information you discuss in your interview as an audio recording
as and in the form of an anonymised written transcript. Only the researcher and
Principal Investigator will have access to your name and contact details. Your data
will use a participant number instead of your name. We will keep all information
about you safe and secure. Once we have finished the study, we will keep some of
the data so we can check the results. We will write our reports in a way that no one
can work out that you took part in the study.

11. Limits to confidentiality

We will keep your participation in the study confidential unless there is a significant
reason for it to be breached- for example, if something you shared gave us concern
about the safety of yourself or someone else. If we felt that we had to break
confidentiality, we would inform you of this.

12. What will happen to the results of the research project?

The project results will be written up in a report for the researcher Rachel Sparrow’s
thesis, which is part of her assessment process for her Doctoral course in Clinical
Psychology. The results may also be published in scientific journals following the
completion of Rachel Sparrow’s doctorate. The results of the study will also be
shared with Early Intervention in Psychosis teams in NELFT in the form of
presentations and written documents. At all times, the data will be fully anonymised,
and it will not be possible to identify individual participants based on the study
results. The data collected for this study will be deleted following the completion of
the project, and will not be used in any subsequent research.

13. Local Data Protection Privacy Notice

The controller for this project will be University College London (UCL). The UCL Data
Protection Officer provides oversight of UCL activities involving the processing of
personal data, and can be contacted at data-protection@ucl.ac.uk
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This ‘local’ privacy notice sets out the information that applies to this particular study.
Further information on how UCL uses participant information can be found in our
‘general’ privacy notice:

For participants in health and care research studies, click here

The information that is required to be provided to participants under data protection
legislation (GDPR and DPA 2018) is provided across both the ‘local’ and ‘general’
privacy notices.

The lawful basis that will be used to process your personal data are: ‘Public task’ for
personal data and’ Research purposes’ for special category data.

Your personal data will be processed so long as it is required for the research
project. If we are able to anonymise or pseudonymise the personal data you provide
we will undertake this, and will endeavour to minimise the processing of personal
data wherever possible.

If you are concerned about how your personal data is being processed, or if you
would like to contact us about your rights, please contact UCL in the first instance at
data-protection@ucl.ac.uk.

14. Who is organising and funding this study?

This study has been organised and funded by UCL.

15. Who has reviewed this study?

The Dulwich Research Ethics Committee has examined the research proposal and
has raised no objections from the point of view of research ethics. It is a requirement
that our records in this research be made available for review by UCL and NELFT,
whose role is to check that research is properly conducted and the interests of those
taking part are adequately protected.

16. How have patients and the public been involved in this study?

Members of the UCL Patient and Public Involvement (PPI) team has been involved
in the design of the participant documents (Participant Information Sheet, Informed
Consent Form, poster) and interview schedule.
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17. Contact for further information.

For further information about this study, please contact:

Principal Investigator: Miriam Fornells-Ambrojo _

Thank you for reading this information sheet and considering participating in
this study.
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Appendix D. Participant information sheet (clinicians)

160



Experiences of process and impact of Narrative Exposure
Therapy in Early Intervention in Psychosis services.

Clinician version

We invite you to take part in a Doctorate
of Clinical Psychology research study.

Before you decide whether to take part, it is
important for you to understand why the
research is being done and what it will
involve.

Please take time to read the following
information carefully. Discuss it with family
and friends if you wish.

You are free to decide whether or not to take
part in this research.

If there is anything that is not clear or if you
would like more information, please let me
know. Take time to decide whether or not to
take part.

Summary of research study.

We want to hear about the experiences of
clinicians delivering Narrative Exposure
Therapy (NET) to people with a primary
diagnosis of psychosis.

We want to ask people questions about how
they found the therapy- these questions will
probably take around 1 hour, but may take
longer.

You can stop taking part in the study at any
time.
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1. What is the project’s purpose?

The purpose of the project is to hear about the experiences clinicians who have
delivered Narrative Exposure Therapy (NET) to individuals experiencing psychosis.
NET is a talking therapy for people who have experienced a number of distressing or
traumatic events in their lives. We want to build understanding of the process and
impact of NET for individuals with psychosis. We hope that by hearing about the
experiences of clinicians using NET with this population, we can consider how to
adapt the therapy to best meet the needs of people with psychosis. We will also be
interviewing service users who have engaged with NET during their time with Early
Intervention in Psychosis services, in order to incorporate their perspectives.

2. Am | suitable for this study?

You are being approached because you have delivered, or attempted to deliver, NET
with at least one individual(s) with psychosis. We are interested in hearing from
people with a variety of experiences delivering the intervention in order to get a
variety of perspectives. In order to be eligible to take part in this study, we ask that
you read this inclusion and exclusion criteria carefully. If you have any questions
about whether or not you are suitable for the study, please contact Rachel Sparrow
using the email address at the bottom of this form.

Inclusion Criteria

- Qualified clinicians who have undertaken training in NET

- Qualified clinicians who have delivered, or attempted to deliver, NET with at
least 1 service user with a primary diagnosis of psychosis

- Access to a private space to engage in a video call (not necessary if
interviews take place face-to-face, dependent on COVID-19 restrictions)

Exclusion Criteria

- Clinicians who use NET but have not completed NET training

3. Do | have to take part?

No- it is up to you if you to decide whether or not to take part. You can withdraw from
the research at any time without giving a reason. If you decide to withdraw from the
study before the interview, we will delete all data relating to you, in accordance with
GDPR. If you withdraw from the study after the interview, the interview data will be
retained for use in the study, but all identifiable data will be destroyed, and you will
not be asked to do anything else associated with the study.

4. What will happen to me if | take part?

You may have seen a poster advertising the study, and made contact with the
researcher- Rachel Sparrow- yourself. Alternatively, you may have indicated to a

162



member of the research team- Dr Miriam Fornells-Ambrojo or Rachel Sparrow- that
you were happy to be contacted and given further information about the study. The
researcher- Rachel Sparrow- will have taken your contact details to send you this
Participant Information Form and the Informed Consent Form.

You will be asked to read this Participant Sheet and Informed Consent Form, and
you can contact the researcher- Rachel Sparrow- with any questions you may have
or for more information. The researcher will contact you at least 24 hours after you
receiving the documents- or at a time agreed during the first telephone call- to
answer any questions about the form. She will also ask if you would like to consent
to taking part in the study. If you wish to take part, you will then email the signed
Informed Consent Form back to the researcher, and we will arrange a date and time
for the one-to-one interview. This is likely to take place on Microsoft Teams; the
researcher will check that you have access to a private space to have the interview.
If COVID-19 guidelines change in the future, there may be the option to have
interviews in-person at your local NELFT Early Intervention in Psychosis service, if
this is your preference..

The interview is estimated to last 1 hour, but might last longer if you wish to take
breaks or have more information that you would like to share. The interview will start
with us speaking about the project, checking you understand the purpose of the
research and answering any questions. We will then start the main interview; you will
be asked questions about what it was like delivering NET with individuals with
psychosis, what impact you think it had, and any particular aspects of components
that you think were important in bringing about change. The answers you give will be
kept confidential. We do not expect the interview to be distressing, however if you
find the discussion challenging or tiring, you can ask to take breaks or end the
interview early. If the interview process is too challenging for you at the time, we may
decide to end the interview early.

Once the interview has ended, you will be given the opportunity to ask any questions
you might have about the study and to give feedback, if you would like to. You will be
paid £10 in the form of cash or a voucher (depending on your preference) for your
participation in the study- we will discuss arrangements for this at the end of the
interview. You will also be asked if you would like to be informed of the findings of
the study at the end of the research- this will be one of the check boxes on the
Informed Consent Form, and if you choose to be contacted, we will email you a
document summarising the main findings of the research.

We would also like to speak to a few participants when we have finished all the
interviews (March 2022), to ask some questions about the themes and ideas we
have gathered- you will also have the chance to opt in to this on the Informed
Consent Form. We will contact some people who have opted in to arrange a
telephone or videocall to discuss the themes and ideas developed from the research.
Alternatively, feedback can be given over email. People who take part in this part of
the study will be paid an additional £10 in the form of cash or a voucher (depending
on your preference) as a thank you for their time.
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5. Will I be recorded and how will the recorded media be used?

If you agree to be interviewed, the interview will be audio-recorded by the
researcher, Rachel Sparrow. The audio-recording will be used only for transcription
and analysis. Where Microsoft Teams is used for interviews, the researcher will use
the inbuilt ‘transcription’ function to aid the transcription process. Quotes from the
interview might be used in reports and publications written up from the research, but
not in a way that could identify you. No other use will be made of them without your
written permission, and no one outside the project will be allowed to access the
recordings. The audio recordings will be stored on a secure UCL electronic drive
until we have written them up, and will be destroyed when we have finished
transcription.

6. How will information about me be used?

How will you use information about me?

We will need to use information from you for this research project.

This information will include your [initials/ NHS number/ name/ contact
details/ provide a bullet list of identifiers held by site and/or sponsor for the
research]. People will use this information to do the research or to check your
records to make sure that the research is being done properly.

People who do not need to know who you are will not be able to see your name or
contact details. Your data will have a code number instead.

We will keep all information about you safe and secure.
Once we have finished the study, we will keep some of the data so we can check the

results. We will write our reports in a way that no-one can work out that you took part
in the study.

What are my choices about how my information is used?

e You can stop being part of the study at any time, without giving a reason,
but we will keep information about you that we already have.

« We need to manage your records in specific ways for the research to be
reliable. This means that we won’t be able to let you see or change the
data we hold about you.

Where can | find out more about how my information is used?
You can find out more about how we use your information in the following places:

e www.hra.nhs.uk/information-about-patients/

164


about:blank

e https://www.ucl.ac.uk/legal-services/privacy
e By asking one of the research team using the contact details below
e By emailing the Sponsor Data Protection Officer on data-protection@ucl.ac.uk

7. What are the possible disadvantages and risks of taking part?

We do not anticipate any disadvantages or risks of participating in this study. We
appreciate that you are taking time out of your busy schedule to participate in this
research.

We appreciate that speaking about one’s own clinical work can feel challenging for
some. Whilst we do not anticipate the process will feel distressing, you will be able to
request breaks at any point, and can decline to answer questions if you prefer.

For some, answering questions for 1 hour or longer might feel tiring. If this is the
case, you will be able to ask for breaks or to end the interview early.

8. What are the possible benefits of taking part?

Taking part in this research will allow you to reflect on your clinical work, which some
people might find interesting. Your views might help inform future adaptations for the
therapy to best support people with psychosis- we believe it is very important for the
views of clinicians involved in delivering the intervention to be included in this
process.

9. What if something goes wrong?

If you want to complain, or have concerns about any aspect of how you have been
approached or treated by members of staff you have encountered in the study,
complaints processes through both the NHS and University College London (UCL)
are available to you. Please ask the researcher or principal investigator, using the
contact details below, if you would like more information on this. In the unlikely event
that you are harmed by taking part in this study, compensation may be available.

If you suspect that the harm is the result of the sponsor (UCL) or the hospital’s
negligence then you may be able to claim compensation. Please make the claim in
writing to Miriam Fornells-Ambrojo who is the Principal Investigator for the research
and is based at 1-19 Torrington Place, UCL. The Principal Investigator will then pass
the claim to the Sponsor’s insurers, via the Sponsor’s office. You may have to bear
the costs of the legal actions initially, and you should consult a lawyer about this.

If you have a concern about any aspect of this study, you should ask to speak to the
researcher using the contact details at the end of this document- contact details are
at the end of the document. If you remain unhappy and wish to complain formally,
you can do this via the Patient Advice Liaison Service (PALS).
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Site: North East London NHS Foundation Trust (NELFT) PALS
Address: NELFT PALS, Goodmayes Hospital, Barley Lane, llford, IG3 8XJ
Telephone: 0844 600 1225

Email: r-pct.palscomplaints@nhs.net

10. Will my taking part in this project be kept confidential?

In this research study we will have access to the following information about you:
your name, email address, phone number, date of birth, gender and ethnicity. The
researcher and Principal Investigator will use this information to do the research and
to check the research is being done properly.

We will also have the information you discuss in your interview as an audio recording
as and in the form of an pseudonymised written transcript. Only the researcher and
Principal Investigator will have access to your name and contact details. Your data
will use a participant number instead of your name. We will keep all information
about you safe and secure. Once we have finished the study, we will keep some of
the data so we can check the results. We will write our reports in a way that no one
can work out that you took part in the study.

11. Limits to confidentiality

We will keep your participation in the study confidential unless there is a significant
reason for it to be breached- for example, if something you shared gave us concern
about the safety of yourself or someone else. If we felt that we had to break
confidentiality, we would inform you of this.

12. What will happen to the results of the research project?

The project results will be written up in a report for the researcher Rachel Sparrow’s
thesis, which is part of her assessment process for her Doctoral course in Clinical
Psychology. The results may also be published in peer-reviewed scientific journals
following the completion of Rachel Sparrow’s doctorate. The results of the study will
also be shared with Early Intervention in Psychosis teams in NELFT in the form of
presentations and written documents. In all of these instances, the data will be fully
anonymised, and it will not be possible to identify individual participants based on the
study results. The data collected for this study will be deleted following the
completion of the project, and will not be used in any subsequent research.
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13. Local Data Protection Privacy Notice

The controller for this project will be University College London (UCL). The UCL Data
Protection Officer provides oversight of UCL activities involving the processing of
personal data, and can be contacted at data-protection@ucl.ac.uk

This ‘local’ privacy notice sets out the information that applies to this particular study.
Further information on how UCL uses participant information can be found in our
‘general’ privacy notice:

For participants in health and care research studies, click here

The information that is required to be provided to participants under data protection
legislation (GDPR and DPA 2018) is provided across both the ‘local’ and ‘general’
privacy notices.

The lawful basis that will be used to process your personal data are: ‘Public task’ for
personal data and’ Research purposes’ for special category data.

Your personal data will be processed so long as it is required for the research
project. If we are able to anonymise or pseudonymise the personal data you provide
we will undertake this, and will endeavour to minimise the processing of personal
data wherever possible.

If you are concerned about how your personal data is being processed, or if you
would like to contact us about your rights, please contact UCL in the first instance at
data-protection@ucl.ac.uk

14. Who is organising and funding this study?

This study has been organised and funded by UCL.

15. Who has reviewed this study?

The Dulwich Research Ethics Committee has examined the research proposal and
has raised no objections from the point of view of research ethics. It is a requirement
that our records in this research be made available for review by UCL and NELFT,
whose role is to check that research is properly conducted and the interests of those
taking part are adequately protected.

16. How have patients and the public been involved in this study?

Member of the UCL Patient and Public Involvement (PPI) team has been involved in
the design of the participant documents (Participant Information Sheet, Informed
Consent Form, flyer) and interview schedule.
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17. Contact for further information.

For further information about this study, please contact:

researcher. Rachel sparrow [ R
Principal Investigator: Miriam Fornells-Ambrojo _

Thank you for reading this information sheet and considering participating in
this study.
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Appendix E. Informed consent form (EbE)
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Informed Consent Form

YE13ANHS

MHS Foundation Trust

The process and impact of Narrative Exposure Therapy for people
experiencing psychosis.

Name of Researcher: Rachel Spamow

Consent Form

Participant ldentification Mumber:

Flease
Initial

1 I confem that | have read the participant information sheet dated................_.. {version...........) for
the abowve study. | have had the opportunity to consider the information, ask questions and have had
these answered satisfactorily.

2 I understand that my participation is woluntary and that | am free to withdraw at any Sme without
giving any reason, without my clinical care or legal rights being affected.

3 I understand that anonymised data collected during the study may be looked at by individuals from
University College London {UCL), from regulatory authorities, or from Morth East London NHS
Foundation Trust (MELFT). | give permission for these individuals to have access to my records.

4 I give consent for my interview to be audio recorded.

5

5 I understand that my participation in the study wil remain confidential and that identinable
information will be removed from transcripts of the interview. | understand that if the researcher has
concerns about my safety, they may break confidentiality and share information with my referring
clinician.

li] I understand what to do i | am unhappy with aspects of the study, and how to make a complaint
{Participant Information Sheet- point B).

T | agree for anonymised guotes from my interview to be used in the write-up of this study.

a | agree to take part in the above shudy.

] | agree for the members of the research team to access personal information relevant to my taking
part in the project. This incudes a summary of routine pre-therapy clinical assessments for Mamrative
Exposure Therapy (trauma and seventy of post-traumatic reactions) and my primary diagnosis.

10 | I give consent fo be condacted af the end of the study to give feedback on the owtcomes of the
research (Additional - see point 4 on the Participant Information Sheet for more information).

11 | I would like to receive a summary of the results of this study via email once the project has ended.
(Addifional).

Name of Participant Date Signature
Mame of Researcher Date Signature

Thank you for agreeing to take part in this research.

The process and impact of Namative Exposure Therapy for people experiencing psychosis. Informed Consent Fonm.
IRAS:291094_ Version 2.1 (13/08/2021)

1
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Appendix F. Informed consent form (clinicians)
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Informed Consent Form N FT m

NHS Fourdation Trust
The process and impact of Narrative Exposure Therapy for people
experiencing psychosis.

Consent Form

Clinician version

Name of Reseancher: Rachel Sparmow Participant ldentfication Mumber-
Flease
Initial
1 | confem that | have read the participant information sheet dated......_........__. (wersion._.._.._._) for
the abowve study. | have had the opportunity to consider the information, ask questions and have had
these answered satisfactorily.

2 I understand that my participation is veluntary and that | am free to withdraw at any ime without
giving any reason.

3 | understand that amonymised data collected during the study may be locked at by indviduals from
University College London (UCL), from regulatory authorities, or from Morth East London NHS
Foundation Trust (MELFT). | give permission for these individuals to have access o my records.

4 I understand that my participation in the study will remain confidential and that identifiable
information will be removed from transcripts of the interview.

3] T understand what to do i | am unhappy with aspects of the study, and how to make a complaint
{Participant Information Sheet- point B).

[i] | agree for anonymised quotes from my interview to be used in the write-up of this study.

7 | agree to take part in the above study.

8 I give consent for my interview to be audio recorded.

g | give consent to be contacted at the end of the study to give feedback on the outcomes of the
research (Optional- see point 4 on the Participant Information Sheet for more informaton ).
10 | | would like to receive a summary of the results of this study via email once the project has ended.

{Optional).
Name of Participant Date Signature
Mame of Researcher Diate Signature

Thank you for agreeing to take part in this research.

The process and impact of Marrative Exposure Therapy for people experiencing psychosis. Informed Consent Forn 1
IRAS-291094. Version 1.2 (13/08/2021)
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Appendix G. PTSD Checklist for DM-5 (PCL-5; Weathers et al. 2013)
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PCL-5

Instructions: Below is a list of problems that people sometimes have in response to a very stressful experience. Please
read each problem carefully and then circle one of the numbers to the right to indicate how much you have been
bothered by that problem in the past month.

In the past month, how much were you bothered by: N::lat & :;::Ie Moderately 2‘:;:: Extremely

1. Repeated, disturbing, and unwanted memories of the

stressful experience? © @ @ 3 @
2. Repeated, disturbing dreams of the stressful experience? (0 0 @ G (4
3. Suddenly feeling or acting as if the stressful experience were

actually happening again (as if you were actually back there (0 (0 @ @ (4

reliving it)?
4. Feeling very upset when something reminded you of the

stressful experience? © @ @ © @
5. Having strong physical reactions when something reminded

you of the stressful experience (for example, heart (0 a @ G (4

pounding, trouble breathing, sweating)?
6. Avoiding memories, thoughts, or feelings related to the

stressful experience? © @ @ © @
7. Avoiding external reminders of the stressful experience (for

example, people, places, conversations, activities, objects, or (0 @ & (3 (4

situations)?
8. Trouble remembering important parts of the stressful

experience? © @ @ © @
9. Having strong negative beliefs about yourself, other people,

or the world (for example, having thoughts such as: | am

bad, there is something seriously wrong with me, © @ 2 e “

no one can be trusted, the world is completely dangerous)?
10. Blaming yourself or someone else for the stressful

experience or what happened after it? © @ @ G C
11. Having strong negative feelings such as fear, horror, anger,

guilt, or shame? © @ 2 3 “
12. Loss of interest in activities that you used to enjoy? (0 ( @ © (4
13. Feeling distant or cut off from other people? (0 ( @ G (4
14. Trouble experiencing positive feelings (for example, being .

unable to feel happiness or have loving feelings for people (0 © 2 (3 (4

close to you)?
15. Irritable behavior, angry outbursts, or acting aggressively? (© ) @ (3 (4
16. Taking too many risks or doing things that could cause you

s © a ) G (4
17. Being “superalert” or watchful or on guard? (0 (T ) (3 (4
18. Feeling jumpy or easily startled? (0 (1 ) (3 (4
19. Having difficulty concentrating? (© @ (5} (3 (4
20. Trouble falling or staying asleep? O (a1 2 (3 (@

PCL-5 (11 April 2018) National Center for PTSD Page 1 of 1
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Appendix H. Trauma & Life Event Checklist (TALE; Carr et al., 2018)
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TALE Checklist
[Traum: And Lite Events Checklist, Caer, Hardy & Fomells-Aminojo, 2015)
This checklist includes a list of common traumatic or stressful life events. We would like to lnow whether or not you have ever
experienced these events and, if so, which has the most impact on you now. If you choose to answer, please just indicate which events you
experienced, if they happened more than once, and how old you were when they happened. Thank you.

Have you ever experienced...? Yes () | Morethan | Age(s]-

(Please see brackets for some examples) or once? range It
No(x] | Yes|“)V No[x) | repesied

1. Expaosure to war, either in the military or as a avilian? (e_g. combat, ongoing civil unrest, torture,
becoming a refugee or political prisoner)

2. Loss of, or permanent separation from someone close to you such as a parent or caregiver? (e.g.
due to death, being placed in care, conflict, divorce)

3. a period of separation from someone dose to you such as a parent or caregiver? (e.g. due to being
placed in c@re, illness, conflict, divorce)

4. sudden or unexpected move or change in droumstances? (eg. changing school, loss of home)

5. Bullying or harassment at school, work or on the street? (e.g. people saying hurtful things, hitting or
shoving)

6. Discrimination at school, work or on the street? (e.g. being ignored or treated differently)

7. Someone close to you insulting you, putting you down or humiliating you? (e.g. someone you ve
with / partner / family member/ caregiver)

8. Someone close to you being physically violent or aggressive towards you? (e_g. parent / partner,
hitting / kicking / throwing things)

9. Witnessing physical violence or verbal aggression in your home? (e_z_ parents fighting, seeing
siblings being beaten or hurt)

10. Someone you did not know being physically violent or aggressive towards you? (e_g. mugging,
assault, fight)

11. Feeling unsafe, unloved or unimportant during childhood? (e.g. no one to look out for you)

12 Going hungry or thirsty, not having dean dothes or a safe place to stay during childhood?

13 someone having any sexual contact with you, before your 167 birthday, that either at the time or
looking back on it now was unwanted? (e_g. talking, looking, touching, penetration)

14. someone having any sexual contact with you, since your 16" birthday, that either at the time or
looking back on it now was unwanted? (e_g. talking, looking, touching, penetration)

15. Unusual experiences, such as hearing voices, seeing visions or having worries about other people
causing you harm, that made you feel in danger or distress?

16. Acting in ways that put you or someone else in danger or were strange or embarrassing? (e.g.
wandering the streets at night, violence, risky sexual behaviours)

17. Contact with mental health services [e.g. being admitted to hospital) that involved threatening or
upsetting events ? (e.g. being restrained, coerced, secluded, assaulted, forced to take medicine, or
witnessing such events)

18 Any other contact with health or criminal justice services which was upsetting or frightening?

19 Any other events that were accidental or did not involve people intending to cause you harm?
eg. serious illness, accidents, fire, natural disaster)

20. Apart from the above, has anything else happened in your life that you found distressing? Please
specify:

21a. Do any of the events you have mentioned, that ended at [agst 1 month geg. still affect you now? ves / No
21b. which event or events currently affect you most? Event number(s):

21c. Overall, how much are you affected now by the event or events select in 21b (from 0 = not at all to 10 =
axtramely]?

Caire, Hardy B Formlis-Ambaeg (2018) Thi Traufne ahd Life Evefits [TALE) chackibit: Davalo st of @ tosl fof Impraving souting schsening i people with pipchesh; Furopeat Josrma of
Pyl itk
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Appendix I. Semi-structured interview schedule (EbE)
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Interview Schedule: Your experience of NET

Welcome

Thank you so much for agreeing to take part in this research. How are you this morning/afternoon?
(Informal chat).

My name is Rachel, I'm a trainee clinical psychologist and | am doing this research as part of my
doctorate in clinical psychology.

Before we begin, | would first just like to re-cap a bit about what the research is about. So, the
purpose of this research is to understand a bit more about what it is like doing sessions of Narrative
Exposure Therapy for people in early intervention in psychosis services. We hope the research will
help us to understand a bit more about how we can best support people with psychosis who have
experienced traumatic events in their lives.

So Id like to spend some time today hearing about your experience of Narrative Exposure Therapy-
or NET- which | believe was the type of talking therapy you did (/are doing) with (therapist name).

In Early Intervention services there might be a few different people you meet and talk about
different things with- | just want to mention that this interview is only about the NET (or Narrative
Exposure Therapy) sessions, when you constructed a lifeline of different life experiences (show
photo of generic lifeline). Does that make sense?

e (Prompt) Do you remember making a lifeline like this in therapy, using stones, flowers or
other objects?

e (Prompt) Do you remember talking to (Name) about upsetting or traumatic things that have
happened in your life?

e (Prompt) At the end of your therapy, your therapist might have read out a testimony of all of
the events you spoke about in therapy?

e (Prompt) Questions locating in time etc- Just started? Ongoing? How many sessions?

WEe'll be focusing on how you found different aspects of the NET therapy. | won’t be asking any
guestions about the personal things you shared in therapy. The questions will focus on what it was
like having the NET sessions, any changes you noticed, and parts of the therapy you thought were
helpful or unhelpful. There are no right or wrong answers- it’s your own views that I'd like to hear
about. What you share today won’t have any impact on the care you receive in EIP, in fact I'm not
actually a part of the EIP service at all.

The interview will last for up to one hour. You are free to stop the interview at any point and you do
not have to answer any questions that you don’t feel comfortable answering.

Thank you for sending over the consent form. Did you get a chance to look at the information sheet?
Is there anything that you would like to check before we begin?

| have a voice recorder here that I'll be using to record the interview; it will also be recorded on
Microsoft Teams. We haven’t started recording yet, but I'll tell you when I’'m about to start —is that
oK?

Are you happy for me to start the interview? Okay, | will start the recording.
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I’d like to start by asking some questions about when you started NET therapy.

1. Have you done any other therapy before NET? P: Was this your first time having
therapy?
2. Why did you decide to start NET? P: Who's idea was it?

P: How did you feel about

starting the therapy?

3. How were you feeling before you started the NET  P: What did you want help with?

sessions with (therapist name)?

Thank you. The next few questions are about what it was like having sessions of NET

therapy.

4. Could you tell me a bit about what happened in P. How would you describe what

the NET therapy sessions? NET is to someone who was
thinking about starting this type
of therapy?

5. How did you feel when you were having the NET P. What was this like for you?
therapy sessions?

e What was it like talking to (therapist name)?

6. Were there any times that you wanted to stop the P. What was this like for you?

NET sessions?
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e Did you continue with the sessions?
e Why/why not?
o (If relevant) Is there anything that
could have been said or done to help

you continue?

7. Types of therapy might connect differently with P. What part of your identity did
people’s identities, for example their culture, that clash with?

religion, ethnicity.

Were there parts of the NET sessions that didn’t fit
with aspects of who you are as a person?
e What were they?

e What was that like for you?

Thank you for answering those questions and sharing your experiences. Now I’'m going

to ask you some questions about what impact, if any, you feel the NET sessions might

have had on you and your life.

8. Usually people report benefits from NET 6 months P. Was there anything that got
after finishing the therapy, but | wanted to ask so better during the NET sessions?
far- what changes, if any, have you noticed after

having the NET sessions? P. Was there anything that got

worse?

P. What was the most important

change to you?
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9. [You’ve told me a bit about some of the changes

you noticed after having NET].

I’d like to ask about other possible types of changes.
Talking therapies affect people in different ways, so
it’s okay if you did or didn’t notice any changes in

these areas.

After the NET sessions finished, did you notice any
changes in:
e The way you feel? P. How did that change?
e The things you do, or avoid doing?
e The way you see yourself and others? P. What was that like?
e How you remember upsetting or traumatic
events?
e Any intrusive memories you might have, like

nightmares or flashbacks?
10. Is there anything you would have liked to have P. Why might that not have

changed after the therapy that hasn’t changed? changed?

We want to understand if there are certain aspects of NET that are particularly helpful

for people. I’'m going to ask some questions about how you found parts of the therapy-

this might be things the therapist said or did, things you and the therapist did together,

or something about the relationship you had with the therapist.

12. What, if any, was helpful about NET in addressing

traumatic memories?
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P. What about the NET sessions
helped bring about any changes

you were hoping for?

P. Why was that part of the

therapy was helpful?

P. How do you think it helped

you?

13. What aspects of the therapy, if any, did you value P. What was that like for you?
or enjoy the most?

e Why was that?

14. What aspects of the therapy, if any, did you P. What was that like for you?
dislike?

e Why was that?

15. Were there any aspects of the NET sessions that  P. By unhelpful, perhaps anything
felt unhelpful? that made you upset and felt
e What happened? unnecessary to making progress.
e What was that like?
P. Could you tell me a bit more
about why that part of the

therapy was unhelpful?
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14. Were there any specific moments that you think  P. Why does that moment stick
helped change things? out in your mind?

e What happened?

e How did that help?

Thank you for all of the experiences and feedback that you have shared with me today.

To finish off, | have a couple of questions about NET generally, and what it has been like

talking about the NET sessions with me today.

15. Would you recommend NET to a friend or family

member?

e Why/why not?

16. Is there anything else you would like to tell me
about your experience of NET that we have not

covered in the interview today?

17. Are there any questions about NET that you think
would be helpful for us to ask people in future

interviews?

e Do you have any feedback for me about the

interview?

Thank you for your time, and for what you’ve shared today.

How are you feeling? [Note to use breathing exercises... if needed here]
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Before we finished today...

I’d like to ask if you like to be sent a summary of findings of the study when the research has finished

(around May 2022)? If so | will send this to you on the email address your provided earlier.

(If consented to member checking) One of the questions we asked in the consent form is whether
you would like to be contacted at the end of the study for feedback about the findings of the
research- you indicated that you would be happy for us to contact you about this. If you are still
happy with this, | will be in touch in early next year to talk about this further. You are able to change

your mind about this at any time.

Thanks again, | hope you have a good rest of the day.
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Appendix J. Semi-structured interview schedule (clinician)
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Interview: Clinician experience of NET

I’'m going to ask some questions about your experience of using Narrative Exposure Therapy-
or NET- with the clients you work with in psychosis services.

We are interested in finding out more about therapists’ experiences of delivering the therapy
with people with psychosis, and ideas you have about what parts of the therapy, if any, are
important in bringing about change. We are also interested to hear your perspectives on how
these clients you have worked with have experienced the therapy. Just to note, the clients we
would like you to answer about are only those with a diagnosis of psychosis- not other non-
psychosis clients you may also have done NET with.

Please answer openly and honestly- your responses are confidential, and we hope to develop
more of an understanding about both the benefits and challenges of using NET with this client
group. We appreciate that discussing one’s work as a therapist can come with some anxiety,
but | want to emphasise than | am not assessing your competence in NET, or how
‘successfully’ individual courses of therapy have gone.

The interview should last around an hour. If you would like to take a break at any point or if
you would prefer not to answer one of the questions, just let me know and we can stop, or skip
to the next question. If you would like to end the interview, please let me know and we can do
So at any time.

Demographic sheet- start with orienting questions.

Do you have any questions?

Are you happy for me to start the interview?

The first few questions are about your experiences of delivering NET with people with a
diagnosis of psychosis.

What, if anything, do you like about NET?

What, if anything, do you dislike about NET?

What are the strengths of using NET with people with psychosis?

What are the barriers of using NET with people with psychosis?

What do you think is different about using NET with this client group, compared to other
trauma-focussed therapies?

What things are important to consider when using NET with this client group?

7. What adjustments, if any, did you make to the NET protocol?

a. What other adjustments, if any, might you make in the future?

arwNPE

o

The next few questions are about how you think the clients you have worked with have
experienced NET.

8. What feedback, positive or negative, have clients shared with you about what it was like for
them to have sessions of NET?

9. Have you experienced clients declining to try NET? If so, what reasons have they shared for
this?

10. What components of NET, if any, do you think clients have struggled with, or found difficult?
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11. Have you experienced clients dropping out of NET early? If so, what reasons have they
shared about this?

12. How has NET fit (or not) with the identity of the clients you’ve worked with? For example,
identity might refer to culture, religion, personal or family values?

The next few questions are about the impact- good or bad- of NET on service users.

13. What changes (good or bad, if any) have the clients you've worked with described having
noticed following NET?
14. What impact, if any, have clients noticed in the following areas?
a. The nature and impact of their trauma memories (including flashbacks)
b. Emotions they experience
c. Their behaviour
d. Their sense of self
e. Their lives more broadly
15. What negative consequences of NET (if any, even if temporary) have clients reported
experiencing?

| am interested in hearing you views on what components of the NET sessions you think might
have been important in the changes and impacts you have described occurring.

16. What part or parts of NET, or the therapeutic process, do you think are important in bringing
about the changes you have described?

17. What part or parts of NET, if any, have felt unhelpful?

18. Are there any adaptations to the NET protocol that you think might be helpful in bringing
about change?

19. Would you recommend NET to a friend or family member with psychosis? Why/why not?

Thank you for everything you have shared today. These final few questions are about your
general experience of using NET with EIP clients, and your experience of speaking about them
in this interview.

20. Is there anything else you would like to share about your experience of NET, or that of service
users, that we have not covered in the interview today?

21. Are there any questions about NET that you think would be helpful for us to ask in future
interviews?

22. Do you have any feedback for me about the interview?
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Thank you so much for your time, and for everything you’ve shared today.

Would you like to be sent an overview of the findings of the study when the research has

finished?

We would like to speak to some of the people who took part in the study when we have
finished all the interviews (March 2022) to get some feedback about the findings- is this
something you would like to be contacted about in the future? We will be giving a £10
voucher to anyone who gives feedback as a thank you for your time.

Thanks again, | hope you have a good rest of the day.
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Appendix K. Debrief form (EbE)

189



The process and impact of Narrative Exposure Therapy for
people experiencing psychosis.

Debrief Sheet: Client

Thank you for taking part in this study. For some people, answering questions
about therapy might be stressful, upsetting, or raise concerns. Below are some
contact details and resources which may help. After these details there is a debrief
sheet will summarise the full details of the research study you have taken part in, as

well as some information about what comes next.

If you feel concerned, or want support after the research has ended:

If you continue to feel concerned after taking part in the study, we recommend you speak to
your allocated clinician in EIP, or a friend or family member. Some of the topics discussed
may have brought about difficult thoughts and feelings. Therefore, we have included some
relaxation exercises on the following page which may help manage any difficult feelings.

Additionally, the following helplines and websites provide helpful support and advice for
people who have experienced traumatic or difficult life events, and may be useful for

managing any difficult feelings you may have.

Telephone Helplines

Samaritans — 08457 90 90 90 — Open 24 hours, 7 days a week but call charges apply. These
can be found on their website below.

National Rape Crisis Helpline — 0808 802 9999 — Run by Rape Crisis South London
(RASASC), a Croydon-based Appendix190ion who provide support for female survivors of
sexual violence. The helpline is open 12pm — 2:30pm and 7pm — 9:30pm 365 days of the
year and is free of charge.

National Association for People Abused in Childhood helplines:
0800 085 3330 for free from landlines, 3, Orange and Virgin mobile phones.
0808 801 0331 for free from O2, T-Mobile and Vodafone mobile phones

SurvivorsUK: 0845 122 1201 A service designed for male survivors of rape and sexual abuse.
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General Websites

www.samaritans.org— Samaritans can give you someone to talk to at any time, as well as in
times of distress and crisis. Their website has information about local branches or you can call
them 24 hours a day, 7 days a week on the number below.

www.mind.org — the Mind website has lots of useful information about a variety of things
people may struggle with including trauma.

Trauma Websites

http://www.rcpsych.ac.uk/expertadvice/problems/ptsd/copingafteratraumaticevent.aspx —
Information about how to cope after a traumatic event. This website also has information
about PTSD and various other problems that people can struggle with.

http://oneinfour.org.uk/ - A London based charity designed to help those who have
experienced sexual abuse and/or violence. They have numerous exercises designed to aid
recovery as well as listings of other potentially useful websites for support.

http://www.havoca.org/HAVOCA home.htm — A non-profit Appendix191ion who support adult
survivors of child abuse. They have lots of information about the effects of abuse and related
psychological distress. They also have forums where survivors can support each other and
offer advice (http://www.havoca.org/phpBB3/).

http://www.dabsbooks.co.uk/ - Directory of support for those concerned with abuse and sexual
violence.

http://www.napac.org.uk/ - National Association for People Abused in Childhood (NAPAC) has
a helpline and leaflets about identifying and dealing with child abuse.

http://www.survivorsuk.org/ - A service designed for male survivors of rape and sexual abuse.

191


http://www.samaritans.org/
http://www.mind.org/
http://www.rcpsych.ac.uk/expertadvice/problems/ptsd/copingafteratraumaticevent.aspx
http://oneinfour.org.uk/
http://www.havoca.org/HAVOCA_home.htm
http://www.havoca.org/phpBB3/
http://www.dabsbooks.co.uk/
http://www.napac.org.uk/
http://www.survivorsuk.org/

Progressive Muscle Relaxation

Our bodies respond automatically to stressful situations and thoughts by becoming tense.
The opposite relationship also works: a good way of relaxing the mind is to deliberately
relax the body.

In a progressive muscle relaxation each muscle group is tensed in turn, and the tension is
then released. This relaxes the muscles and allows you to notice the contrast between
tension and relaxation.

Relaxation should be enjoyable so if any part of the exercise is too difficult skip it for the
moment. If you have any injuries you may wish to leave out that part of the exercise.

Preparation
Lie down flat on your back, on a firm bed, a couch, or on the floor. Support your head and

neck with a pillow or cushion. Alternativelty sit in a comfortable chair with your head
well-supported. Close your eyes if you are comfortable doing so.

Instructions
Focus your attention on different parts of your body in sequence. Go through the
sequence three times:

1) Tense & release: Tense that body part, hold it for a few moments, then relax
2) Lightly tense & release: Tense that body part with just enough tension to notice, then relax
3) Release only: Just pay attention to each muscle group and decide to relax it

Recommended sequence
1 Right hand & arm

{clench the fist & tighten the muscles in the arm)
Left hand & arm

Right leg

(tense the leg, lifting the knee slightly)

Left leg

Stomach & chest

Back muscles
{pull the shoulders back slightly)

MNeck & throat
(push the head back slightly into the pillow/surface)

Face
(scrunch up the muscles in your face)

o o~ oownbh wWN
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Relaxed Breathing

When we are anxious or threatened our breathing speeds up in order to get our body
ready for danger. Relaxed breathing (sometimes called abdominal or diaphragmatic
breathing) signals the body that it is safe to relax. Relaxed breathing is slower and
deeper than normal breathing, and it happens lower in the body (the belly rather than
the chest).

In-breath Pause Out-breath Pause
1...2...3...4 1.. 1..2...3...4 1...

How to do relaxed breathing

* To practice make sure you are sitting or lying comfortably

* Close your eyes if you are comfortable doing so

* Try to breathe through your nose rather than your mouth

* Deliberately slow your breathing down. Breathe in to a count of 4, pause for a
moment, then breathe out to a count of four

* Make sure that your breaths are smooth, steady, and continuous - not jerky

* Pay particular attention to your out-breath - make sure it is smooth and steady

Am | doing it right? What should | be paying attention to?

* Relaxed breathing should be low down in the abdomen (belly), and not high in the
chest. You can check this by putting one hand on your stomach and one on your chest
Try to keep the top hand still, your breathing should only move the bottom hand

* Focus your attention on your breath - some people find it helpful to count in their head
to begin with (“In ... two ... three ... four ... pause ... Out ... two ... three ... four ... pause ...")

How long and how often?

* Try breathing in a relaxed way for at least a few minutes at a time - it might take a few
minutes for you to notice an effect. If you are comfortable, aim for 5-10 minutes

= Try to practice regularly - perhaps three times a day

Variations and troubleshooting

* Find a slow breathing rhythm that is comfortable for you. Counting to 4 isn't an
absolute rule.Try 3 or 5.The important thing is that the breathing is slow and steady

* Some people find the sensation of relaxing to be unusual or uncomfortable at first but
this normally passes with practice. Do persist and keep practising
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The process and impact of Narrative Exposure Therapy for
people in Early Intervention services.

Debrief Sheet: Client

The purpose of this study is to understand the experiences of people using
Early Intervention in Psychosis (EIP) services who have undertaken Narrative
Exposure Therapy (NET)- a type of talking therapy designed to help people who
have experienced a number of difficult or traumatic life events. There has been
limited research exploring what the therapy is like for people who use EIP services-
we think the feedback of service users is very important in understanding how types

of therapy work, and how they can be improved in the future.

The answers you gave in the interview will be written up by the researcher
(Rachel). Once all of the interviews are complete, the feedback from all the
participants will be analysed to help us understand the experiences of the
participants about what NET is like for people, and whether making adaptations to
the therapy might help people who do the therapy in the future. We want to make
sure the themes the researcher constructs from the interviews fit with the
experiences you have shared- therefore, if you have given additional consent, the
researcher will get in contact with you at the end of the study (Spring 2022) to ask for
your feedback on the themes. If you help with this part of the research, you will
receive an additional £10 in payment to thank you for your time. If you have asked
not to be contacted about this part of the research, then your participation in the
study has now come to an end. We will have discussed arrangements for your £10
payment at the end of the interview. We will also send you a summary of the results
once the research has been written up (late Summer/ Autumn 2022) if you told us

you would like this.

Thank you again for taking part in this study. If there is anything you would

like to discuss about the study, please contact the researcher Rachel Sparrow on
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The process and impact of Narrative Exposure Therapy for
people experiencing psychosis.

Debrief Sheet: Clinician

Thank you for taking part in this study. This debrief sheet will summarise the
full details of the research study you have taken part in, as well as some information

about what comes next.

The purpose of this study is to understand the experiences of clinicians who
have used Narrative Exposure Therapy (NET) as a trauma intervention with
individuals experiencing psychosis. There is limited research exploring the use of
NET with this client group, and we hope that your experiences will help to build an
understanding of the acceptability of the intervention, the process of delivering NET
and its impact. We hope also that this will inform adaptations to the intervention

when used with individuals experiencing psychosis.

The researcher will transcribe and analyse the interviews and construct a set
of themes from the data. We want to make sure these themes fit with the
experiences you have shared- therefore, if you have given consent, the researcher
might get in contact with you at the end of the study (Spring 2022) to ask for your
feedback on the themes. If you help with this part of the research, you will receive an
additional £10 in payment to thank you for your time. If you have asked not to be
contacted about this part of the research, then your participation in the study has
now come to an end. We will however send you a summary of the results once the
research has been written up (Late Summer/ Autumn 2022) if you told us you’d like
this.
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Thank you again for taking part in this study. If there is anything you would
like to discuss about the study, please contact the researcher Rachel Sparrow on

Many thanks,

Rachel Sparrow (Researcher & Trainee Clinical Psychologist, UCL)

Dr Miriam Fornells-Ambrojo (Chief Investigator & Clinical Psychologist, UCL &
NELFT)
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Ymchwil lechyd m
a Gofal Cymru

Health and Care Health Research
Research Wales Authority

N/ADr Miriam Fornells-Ambrojo

Research Department of Clinical, Educational and Email: approvals@hra.nhs.uk
HCRW.approvals@wales.nhs.uk
Health Psychology,

University College London, 1-19 Torrington Place
London
WC1E 7HBN/A

05 October 2021

Dear N/ADr Fornells-AmbrojoN/A

HRA and Health and Care
Research Wales (HCRW)

Approval Letter

Study title: The process and impact of Narrative Exposure Therapy
for people experiencing psychosis

IRAS project ID: 291094

Protocol number: 139858

REC reference: 21/LO/0525

Sponsor University College London

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

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

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

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

If you indicated in your IRAS form that you do have participating organisations in either of
these devolved administrations, the final document set and the study wide governance report
(including this letter) have been sent to the coordinating centre of each participating nation.
The relevant national coordinating function/s will contact you as appropriate.
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Please see IRAS Help for information on working with NHS/HSC organisations in Northern
Ireland and Scotland.

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

What are my notification responsibilities during the study?

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

o Registration of research

¢ Notifying amendments

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

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

Your IRAS project ID is 291094. Please quote this on all correspondence.

Yours sincerely,
Georgia Copeland

Approvals Specialist

Email: approvals@hra.nhs.uk

Copy to: Mr Maurice Griffin
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List of Documents

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

Document Version Date
Confirmation of any other Regulatory Approvals (e.g. CAG) and all |1 18 June 2021
correspondence [291094 Evidence of peer review_v1 18.6.94]

Copies of materials calling attention of potential participants to the (4.1 30 July 2021
research [Client Flyer v4.1 ]

Copies of materials calling attention of potential participants to the 4.1 02 August 2021
research [Clinician Flyer v4.1]

Covering letter on headed paper [291094 Cover letter v1_18.6.21] |1 18 June 2021
Evidence of Sponsor insurance or indemnity (non NHS Sponsors 1 18 June 2021
only) [291094 UCL - Insurance Confirmation VOI 20-21]

Interview schedules or topic guides for participants [291094 NET in |4 18 June 2021
psychosis clinician interview_v4 18.6.21]

Interview schedules or topic guides for participants [291094 NET in |10 03 March 2021
psychosis client interview_v11 28.6.21]

IRAS Application Form [IRAS_Form_22062021] 22 June 2021
IRAS Application Form XML file [IRAS_Form_22062021] 22 June 2021
IRAS Checklist XML [Checklist_13082021] 13 August 2021
IRAS Checklist XML [Checklist_15092021] 15 September 2021
Letter from funder [291094 Funding declaration letter_v1 18.6.21] |1 18 June 2021
Letters of invitation to participant [Clinician Invite Email vi CLEAN] |1 28 July 2021
Letters of invitation to participant [Clinician Invite Email v1 1 28 July 2021
TRACKED)]

Organisation Information Document [291094 OID v.1.2 CLEAN] 1.2 09 September 2021
Organisation Information Document [291094 OID v1.2 TRACKED] |1.2 09 September 2021
Other [291094 Signature_And_Delegation_v1 18.6.21] 1 18 June 2021
Other [Protocol v1.1 CLEAN] 1.1 28 July 2021
Other [Protocol v1.1 TRACKED] 1.1 28 July 2021
Other [REC committee additional information] 1 02 August 2021
Other [Cover Letter v1.1] 1.1 02 August 2021
Other [Client Contact Form v1.1 CLEAN] 1 13 August 2021
Other [Client Contact Form v1.1 TRACKED] 1 13 August 2021
Other [Client Debrief Form v1.2 CLEAN] 1.2 13 August 2021
Other [Client Debrief Form v1.2 TRACKED] 1.2 13 August 2021
Other [Clinician Debrief Form v1.2 CLEAN] 1.2 13 August 2021
Other [Clinician Debrief Form v1.2 TRACKED] 1.2 13 August 2021
Other [Cover Letter v1.2] 1.2 13 August 2021
Other [REC committee additional information 13.8.21] 1.1 13 August 2021
Other [REC committee additional information 9.9.21] 09 September 2021
Participant consent form [Client Informed Consent Form v2.2 24 13 August 2021
CLEAN]

Participant consent form [Client Informed Consent Form v2.2 2.1 13 August 2021
TRACKED]

Participant consent form [Clinician Informed Consent Form v1.1] 1.1 30 July 2021
Participant consent form [Clinician Informed Consent Form v1.2 1.2 13 August 2021
CLEAN]

Participant consent form [Clinician Informed Consent Form v1.2 1.2 13 August 2021
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TRACKED]

Participant information sheet (PIS) [Client Participant Information 4.2 13 August 2021
Sheet v4.2 CLEAN]

Participant information sheet (PIS) [Client Participant Information 4.2 13 August 2021
Sheet v4.2 TRACKED]

Participant information sheet (PIS) [Clinician Participant Information (2.2 13 August 2021
Sheet 2.2 CLEAN]

Participant information sheet (PIS) [Clinician Participant Information (2.2 13 August 2021
Sheet 2.2 TRACKED)]

Schedule of Events or SOECAT [291094 SoE_v1 18.6.21] 1 18 June 2021
Summary CV for Chief Investigator (Cl) [291094 Chief Investigator |1 18 June 2021
CV_v1 18.6.21]

Summary CV for student [291094 Researcher CV_v2_18.6.21] 2 18 June 2021
Summary CV for supervisor (student research) [291094 Chief 1 18 June 2021

Investigator CV_v1 18.6.21]
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Information to support study set up

IRAS project ID ] 291094

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

Types of Expectations related to | Agreement to be | Funding Oversight HR Good Practice Resource
participating confirmation of used arrangements expectations Pack expectations

NHS capacity and capability

organisation

There is only one | Research activities An Organisation No external study | A Principal No Honorary Research

participating
NHS
organisation
therefore there is
only one site
type.

should not commence at
participating NHS
organisations in England
or Wales prior to their
formal confirmation of
capacity and capability
to deliver the study.

Information
Document has
been submitted
and the sponsor is
not requesting and
does not expect
any other site
agreement to be
used.

funding will be
sought.

Investigator should
be appointed at
study sites

Contracts, Letters of Access or
pre-engagement checks are
expected for local staff
employed by the participating
NHS organisations. Where
arrangements are not already in
place, research staff not
employed by the NHS host
organisation undertaking any of
the research activities listed in
the research application would
be expected to obtaina Letter of
Access based on standard DBS
checks and occupational health
clearance.

Other information to aid study set-up and delivery

This details any other information that may be helpful to sponsors and participating NHS organisations in England and Wales in study set-up.

The applicant has indicated that they intend to apply for inclusion on the NIHR CRN Portfolio.
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Appendix N. EbE analysis structure (before integration)

204



EbE analysis

Fear of revisiting the past and feeling unsure about what good it might do

Different to cultural norms

Sharing problems seen as a weakness
culturally; Sharing family secrets

Avoiding thinking about the past

Pushing memories away; avoid thinking of
past

Things feeling so difficult, and being willing to try
anything

NET as a last resort; Tried other options

Facing the fear throughout the NET process

Avoidance reducing through NET; Skill of
facing fears

Trust in the therapeutic relationship enab

led me to try NET, in spite of fear

A caring, personal relationship helped to build trust
with therapist

Therapist cared about me; Therapist went
the extra mile

Therapist giving choice and control over the process
helped to build trust

Knowing what to expect helped
engagement; Could stop if | wanted

A process of organising

my memories

Lifeline put difficult life events in context, showing
‘how much | had been through’

Seeing how much | had been through; The
good amongst the bad

NET helped memories feel clearer and more

Clearer about what happened and when;

organised Cupboard metaphor
Memories not going away, but their impact being Control over responses; Less emotions
less intense attached to memories

Changing my relationship with past memories, and my role within them

Sharing my story helped to look at events from a
(slightly) different perspective

New ideas about what happened; Seeing
strength and resilience

‘It wasn’t my fault’

Self-blame reduced after narration;
Realising it wasn’t my fault

Building self-compassion helped to put my own
wellbeing first

Making changes in relationships; Being
kinder to myself

Reconnecting with past emotions as painful, but potentially helpful

Emotions resurfacing during and after narration is a
painful process

Emotional impact could last a long time;
Thrown back in time

Connecting to past emotions as an alternative to
‘carrying’ them

A weight lifted; Not carrying emotions

When emotions are high, an attuned support
network is crucial

Routine after NET helped; Support network
was crucial

Through NET, | developed skills that can help me in the future

Slowing down and thinking things through

Slow process of reflection; Considering
other people’s histories

Connecting to, and sharing, emotions

Trusting others with emotions; Feeling
emotions not avoiding

Noticing avoidance, and facing the fear instead

Facing fears in general life; Notice
avoidance outside of NET
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Appendix O. Clinician analysis structure (before integration)
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Clinician interviews

The process of NET: sharing a story and making new meaning

Mapping out their life coherently and seeing
how much they have been through

Realising how much they’ve been
through; Situating trauma in life
context

A trusted relationship gives people a
reparative experience of sharing their story

Therapist not rejecting client;
Responding with empathy can be
reparative

Self-made links between the past and the
present help understanding of ‘unusual
experiences’

Making links themselves was more
authentic; Chronology helping to
link past and present

Narration as an embodied process which
uses the senses to differentiate the past
form the present

Sensory weaving differentiates past
from present; Impact of NT on body

Noticing and building strengths can be
empowering

Noticing resilience; Connecting to a
core sense of self

Feeling ‘unhooked’ from the past and taking
control of the future

Distance from memories; Memories
less unwanted

Deciding carefully whether

or not to offer NET

Trauma work is hard

NET causing dysregulation; Facing
the past is distressing

Discussing whether NET is a good fit for the
clients wants and needs

Wanting to talk about the present;
NET as culturally appropriate

Considering the feasibility of NET for
clinicians

Emotional impact on clinician; Time
demands of NET

A whole-system approach is required

Family support is important; MDT
understanding approach helps
implementation

Psychosis-specific dilemmas encountered when using NET

The impact of psychosis on cognition

Thought disorder disrupting flow of
narration; Reliance on
language/verbal

The impact of ‘unusual experiences’ on

Voices intensifying; Grounding helps

sessions with voices
Dilemmas when choosing and narrating Lots of stones; Unsure about level
stones of emotional processing

Tension between following the NET protocol
and being flexible/client-led

Wanting to talk about the present;

Giving clients some control
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Appendix P. DSM-5 criteria for PTSD (APA, 2013)
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Criterion A

Exposure to actual or threatened death, serious injury, or sexual violence in one (or more) of the
following ways:

1. Directly experiencing the traumatic event(s)

2. Witnessing, in person, the event(s) as it occurred to others

3. Learning that the traumatic event(s) occurred to a close family member or close friend. In
cases of actual or threatened death of a family member or friend, the event(s) must
have been violent or accidental.

4. Experiencing repeated or extreme exposure to aversive details of the traumatic event(s)
(e.g. first responders collecting human remains; police officers repeatedly exposed to
details of child abuse).

Criterion B

Presence of one (or more) of the following intrusion symptoms associated with the traumatic
event(s), beginning after the traumatic event(s) occurred:

1. Recurrent, involuntary and intrusive distressing memories of the traumatic event(s)

2. Recurrent distressing dreams in which the content and/or affect of the dream are related
to the traumatic event(s)

3. Dissociative reactions (e.g. flashback(s) in which the individual feels or acts as if the
traumatic event(s) were recurring. (Such reactions may occur on a continuum, with the
most extreme expression being a complete loss of awareness of present
surroundings).

4. Intense or prolonged psychological distress at exposure to internal or external cues that
symbolize or resemble an aspect of the traumatic event(s)

5. Marked psychological reactions to internal or external cues that symbolize or resemble
an aspect of the traumatic event(s)

Criterion C

Persistent avoidance of stimuli associated with the traumatic event(s), beginning after the
traumatic event(s) occurred, as evidenced by one or both of the following:

1. Avoidance of or efforts to avoid distressing memories, thoughts or feelings about or
closely associated with the traumatic event(s)

2. Avoidance of or efforts to avoid external reminders (people, places, conversations,
activities, objects, situations) that arouse distressing memories, thoughts or feelings
about or closely associated with the traumatic event(s)

Criterion D

Negative alterations in cognitions and mood associated with the traumatic event(s), beginning or
worsening after the traumatic event(s) occurred, as evidenced by two (or more) of the following:

1. Inability to remember an important aspect of the traumatic event(s) (typically due to
dissociative amnesia and not to other factors such as head injury, alcohol or drugs)

2. Persistent and exaggerated negative beliefs or expectations about oneself, others or the
world (e.g. ‘l am bad’, ‘no one can be trusted’)

. Persistent, distorted cognitions about the cause or consequences of the traumatic
event(s) that lead the individual to blame themselves or others

. Persistent negative emotional state (e.g. fear, horror, anger, guilt, shame)

. Markedly diminished interest or participation in significant activities

. Feelings of detachment or estrangement from others

. Persistent inability to experience positive emotions (e.g. inability to experience
happiness, satisfaction or loving feelings)
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Criterion E

Marked alterations in arousal and reactivity associated with the traumatic event(s), beginning or
worsening after the traumatic event(s) occurred, as evidenced by two (or more) of the following:

1. Irritable behaviour and angry outbursts (with little or no provocation) typically expressed
as verbal or physical aggression toward people or objects

. Reckless or self-destructive behaviour

. Hypervigilance

. Exaggerated startle response

. Problems with concentration

. Sleep disturbance
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