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Preface

Mental health difficulties are estimated to impact a quarter of people within the
United Kingdom every year, however, only 1 in 8 of those people receive support for their
mental health. Research has demonstrated that therapeutic interventions are effective at
treating mental health difficulties and improving quality of life. This suggests that there are
other factors which influence the care seeking patterns of people with mental health
difficulties. Developing a better understanding of why people do or do not seek care is
imperative to ensure that people are getting the support they need for any mental health

difficulties that may be present.

The systematic review investigated the barriers and facilitators to care seeking for
those with obsessive compulsive disorder (OCD). This is a highly relevant issue as OCD
affects up to 3% of population but less than 40% of those with OCD in the UK actually seek
support. Additionally, OCD has been recognised to be one of the most debilitating health
conditions and rates of diagnosis have been increasing over recent years. It has been
suggested that people may not seek support for OCD due to stigma; the process of labelling,
stereotyping, and judging people. This review searched databases and reference lists, finding
a total of 22 studies conducted across 12 countries. These studies were a mixture of
qualitative and quantitative allowing for the development of rich findings that reflect the wide
OCD population. Six integrated findings were produced that encapsulated both barriers and
facilitators to help-seeking. These were treatment beliefs, stigma, making sense of own
experiences, I am responsible, helplessness, and external support. Treatment beliefs referred
to the negative or positive past experiences with support seeking and ideas about treatment
effectiveness, alongside fears of cost and time implications. Stigma focused on the internal,

external, and structural judgements that can be made about mental health and OCD, and that



these can both motivate or prevent people from seeking support. A common theme related to
people making sense of their own experience often stemmed from difficulties recognising
OCD symptoms which are made more difficult by complex pathways to seeking support.
Personal responsibility is a frequently held belief within OCD which was identified to be
associated with people’s identity and values. Helplessness referred to the belief that OCD was
either too severe or not severe enough to seek help, and that another mental health condition
was required to be able to access support. Finally, external support outlined the role of
family, friends, professionals, and religion in the process of seeking help. These findings
appeared to present on a continuum with factors acting as facilitators or barriers dependent on
the strength of the factor. Furthermore, the findings align with models of therapy and

highlight areas for broader intervention to encourage help seeking for those with OCD.

The empirical study recognised that some people who experience traumatic events
may go on to hear voices, some of whom seek support while others do not. This study
investigated the differences between these groups in relation to psychological flexibility and
resilience. It is estimated that up to 15% of people will hear something, such as a voice, that
is not there, with those who have been exposed to trauma reporting much higher rates of
voice hearing. However, not all of these people will go on to seek mental health support,
suggesting that there are other factors that need to be considered in relation to hearing voices.
One theory, called psychological flexibility, is that an individual’s ability to adapt to
situations while balancing one’s own needs. Another relates to resilience which is the ability
to use personal and social resources to respond to challenging situations. This study used a
range of questionnaires in an online study with adults who hear voices and have sought care
alongside those who have not to investigate these factors. The results showed that there was a

difference between the groups based on the repeated exposure to the same trauma alongside



the distress caused by voices and traumas. Additionally, those who sought care reported
much lower levels of resilience and psychological flexibility. These results support the use of
a range of interventions including cognitive behavioural therapy, family therapy, social
prescribing, and open dialogue to foster skills in resilience, alongside acceptance and
commitment therapy to develop the ability to respond in a psychologically flexible manner.
The study identified possible avenues for future research and highlighted that voice hearing
may be more frequent than expected in university populations, with additional support

required.

Both the empirical study and systematic review furthers our understanding of help
seeking across OCD and voice hearing populations. The combination of these results with the
wider literature and future research, could allow services to provide effective interventions to

those in need to a wider proportion of the population.
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Abstract
Background
Obsessive-compulsive disorder (OCD) is a debilitating mental health difficulty with rising
prevalence rates. Despite the presence of effective interventions, the majority of those with
OCD do not access support. Stigma has been suggested to play a large role in preventing
help-seeking. This review aimed to better understand the barriers and facilitators to help-
seeking for those experiencing OCD.
Methods
A convergent integrated approach to mixed methods review was used to combine qualitative
and quantitative findings. Electronic databases were searched (PubMed, PsychINFO, and
Web of Science) to identify studies that included barriers and/or facilitators with OCD
populations. The papers were quality assessed using the Mixed Methods Appraisal Tool.
Results
Twenty-two papers met the inclusion criteria. Six integrated findings were identified to
encapsulate the barriers and/or facilitators to help-seeking: treatment beliefs, stigma, making
sense of own experience, | am responsible, helplessness, and external support.
Conclusions
Many of the findings were found to act as barriers or facilitators to help-seeking depending
on the strength of impact on the individual, supporting the use of a continuum model when
considering access to support. Possible ways to improve access to support include stigma
reduction interventions, integration of therapeutic and community resources, and improved

cultural awareness.

Keywords: obsessive-compulsive disorder, OCD, barriers, facilitators, help-seeking, mixed

methods, systematic review.

10



Introduction

Common mental health conditions negatively impact emotional state and daily
function (McManus et al., 2016) which costs the United Kingdom an estimated £70 billion
each year (OECD, 2014). Obsessive compulsive disorder (OCD) is estimated to be the fourth
most prevalent mental health (MH) condition (Kessler et al., 2005) which is most often see in
20- to 24-year-olds (Bebbington, 1998) with lifetime prevalence rates of 1.6% to 3%
(Subramaniam et al., 2012). OCD is defined by the Diagnostic and Statistical Manual of
Mental Disorders (DSM-V; American Psychiatric Association, 2013) as the presence of
obsessive, intrusive and uncontrollable thoughts, images, or urges alongside a pattern of
compulsive, ritualised mental or physical behaviours aimed at reducing the associated
anxiety. The World Health Organization (1999) place OCD amongst the most debilitating
conditions and there have been increasing rates of diagnosis over the past 6 years which may

be due to events such as Coronavirus-19 (COVID-19; Newlove-Delgado et al., 2022).

The COVID-19 pandemic impacted services and existing physical and MH conditions
with estimated rates of anxiety and depression increasing by a quarter (Santomauro et al.,
2021). The pandemic recommendations of increased handwashing because of possible
contamination and theoretical overlap with symptoms of OCD, it was hypothesised that OCD
rates would increase, and treatment efficacy would reduce (Fontenelle & Miguel, 2020).
Surprisingly, initial research demonstrated that COVID-19 was found to have little to no
effect on those experiencing OCD during the height of the pandemic (Chakraborty &
Karmakar, 2020) or at a one year follow up (Moreira-de-Oliveira et al., 2022). One
hypothesis is that due to the high level of anxiety experienced as a result of the OCD, there is
less capacity for increased worry and therefore, no worsening of symptomology (Pinciotti et

al., 2022). However, the pandemic and the accompanying guidelines were found to create a
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sense of legitimising the compulsions (Tandt et al., 2021) and interrupted the treatment

process (Wheaton et al., 2021).

The National Institute for Health and Care Excellence (NICE, 2005) recommend
cognitive behavioural therapy (CBT) and exposure response prevention (ERP) as the initial
treatment option for OCD. ERP is an established, effective treatment option for OCD
(Havnen et al., 2014; Meyer, 1966; Stanley & Turner, 1995) which focuses on exposing the
individual to anxiety inducing situations without engaging in compulsions. Research into
cognitive therapy techniques demonstrates similar successes to ERP, indicating that both may
be effective in the treatment of OCD (Cottraux et al., 2001; Freeston et al., 1997; McLean et
al., 2001; Whittal et al., 2005). The combination of both interventions has formed the basis of
CBT for OCD (Abramowitz, 2006), with Clarke (2005) emphasising the importance of
maintaining key elements of cognitive therapy within the CBT approach. Medication has
been used as an alternative intervention (Pittenger & Bloch, 2014) although an estimated 50%
of individuals do not experience positive effects for OCD (Kellner, 2010). Research suggests
that CBT alone or in combination with medication can produce positive outcomes (Foa et al.,

2005; Skapinakis et al., 2016; Watson & Rees, 2008).

Comorbid depression is present in a large proportion of individuals with OCD as it is
highly correlated with anxiety, avoidance, and obsessional beliefs (Yap et al., 2012), and is
associated with poor treatment outcomes (Sharma et al., 2021). The perceived severity of
OCD and comorbid depression is associated with a worse quality of life (Masellis et al.,
2003; Pozza et al., 2018). The enduring nature of OCD has significant negative impacts upon

quality of life (Subramaniam et al., 2013) to a greater extent than most other groups (Bobes et
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al., 2001). Furthermore, quality of life is associated with lower levels of social functioning in

OCD (Koran et al., 1996).

Despite the advances in treatment options and the significant quality of life impact
that OCD has, many individuals do not seek support or access treatment. It is estimated that,
worldwide, around 60% of individuals who would meet the clinical criteria for OCD do not
receive treatment (Kohn et al., 2004). In the United Kingdom, this ranges from 60-68%
meaning that only 32-40% of individuals are receiving the support required for OCD.
Additionally, many individuals experiencing OCD have not sought support or spoken to
anyone about their symptoms (Mayerovitch et al., 2003). This is compounded by the time
taken to seek or receive support globally ranging from 3.28 years to 25.8 years (Costa et al.,
2022; Cullen et al., 2008; Garcia-Soriano et al., 2014). This is of particular importance as
research has demonstrated that delays in accessing support of two years or greater are

correlated with worse treatment outcomes (Dell’Osso et al., 2009).

A possible reason behind low levels of help-seeking behaviour in OCD is related to
stigma. Despite the increasing awareness of MH, stigma continues to present a challenge
some of which may stem from the trivialisation of OCD in modern media (Pavelko &
Myrick, 2015). The stigma experienced in OCD can vary dependent on the type of obsessions
experienced. For example, aggressive obsessions are often viewed as taboo and may be more
difficult to seek support (McCarty et al., 2017; Simonds & Thorpe, 2003). Individuals
experiencing OCD may be concerned about the safeguarding or legal repercussions that they
worry could arise if they were to disclose their experiences or may not have their experiences
recognised as symptomatic of OCD (Homonoff & Sciutto, 2019). Stigma is also experienced

by the family members of individuals with OCD (Stengler-Wenzke et al., 2004) which can
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lead to the accommodation of OCD behaviours, maintaining the difficulties but relieving the

short-term distress which may reduce the likelihood of seeking help (Storch et al., 2007).

Conducting a review into help-seeking behaviour in OCD, and collating our existing
knowledge, will deepen our understanding and help develop initiatives to improve access to

support. This systematic review aimed to answer the following questions:

1. What are the barriers to accessing help for individuals experiencing OCD?

2. What are the facilitators to accessing help for individuals experiencing OCD?

3. Can the current research identify any factors that might mitigate some of the barriers
and enable individuals to access support more easily for their OCD?

4. How may some of the facilitators be applied to wider mental health services to

improve access?

Methodology

The review followed the a priori methodology registered with Prospero
(CRD42023388929). Three databases were searched to identify studies including PubMed,
PsychINFO, and Web of Science. The searches were conducted from 8" until 19% January
2023. A combination of the following key words were used to search titles and abstracts:
OCD, obsessive compulsive disorder*; and seek* advice, advice seek*, seek* help, help
seek*, access™ support, seek™® treatment, treatment seek™, barrier®, facilitator®, enabler®, or
predictor*. In addition, the reference lists of included papers were reviewed for relevant

research that may have been missed.
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Inclusion Criteria

It was established that a mixed methods approach to the review was necessary with
both qualitative and quantitative studies were eligible for inclusion. The additional inclusion
and exclusion criteria used for this review can be found in Table 1.1.
Table 1.1

Inclusion and Exclusion Criteria

Inclusion Criteria Exclusion Criteria
Lived experience of OCD Review papers
Report on barriers/facilitators to care seeking Individual case reports
English transcript Guideline or recommendation articles
Peer reviewed or academic research Policy papers

General commentary or opinion
Discussion reports
Conference proceedings

The first author independently reviewed all papers retrieved through database and
reference searches, screening based on the title and abstract. Full texts were then screened
based on the inclusion and exclusion criteria. During the full text screening process, 30%
were reviewed by an additional independent reviewer with any disagreements regarding

eligibility at this stage being resolved through discussion.

Quality Appraisal

As the review employed a mixed methods design to incorporate both qualitative and
quantitative data, the Mixed Methods Appraisal Tool (MMAT) version 2018 (Hong et al.,
2018) was used to appraise the included studies (see Appendix B). The MMAT was
developed with the aim of creating a single tool to be used to appraise a range of study
designs without the need to search for and learn how to use new tools, which can be time
consuming (Pluye et al., 2009). It has been through three revisions based on feedback,

findings from the literature, and an e-Delphi study (Hong, 2018). The MMAT has been found
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to be a brief tool with an average appraisal time of 14 minutes, with good pre-discussion (k =

.717) and excellent post-discussion (k = .936) inter-rater reliability (Pace et al., 2012).

The MMAT was selected as it allows for the methodological quality of qualitative,
randomised controlled, nonrandomised, quantitative descriptive, and mixed methods studies
to be critiqued, which would likely encompass the majority of the studies in this review. The
tool comprises of two initial screening questions to be used for all study types, before
separating out into five relevant questions for each of the five different methodologies. All
responses are scored with a ‘yes’, ‘no’, or ‘can’t tell” with space to include comments to
consider. The authors discourage the use of an overall score to be calculated favouring
instead, a more detailed description where necessary, as is recommended by research and best
practice guidance within the area (Viswanathan et al., 2017). Additionally, the authors
discourage the exclusion of studies with low methodological quality but for that data to be
interpreted with some caution. As such, the MMAT was used to establish the baseline quality
of the papers to sufficiently support the findings of this review, rather than a commentary of
the impact of said quality. An independent researcher appraised 30% of the papers with

disagreements resolved through discussion.

Data Extraction

Quantitative and qualitative data were extracted from eligible full texts including
study design, research aims, population, key barriers and facilitators to accessing support, and
any additional key findings of significance to the review questions. The data extraction was
carried out solely by the first author, using the data extraction form recommended by the
Joanna Briggs Institute (JBI) convergent integrated approach to mixed methods review

guidelines (Lizarondo et al., 2020). Study characteristics were recorded including the study
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type, methodology, participant number and characteristics, and relevant context information
such as cultural or geographical settings. Both qualitative and quantitative data relevant to the
original aims of this review were recorded including key barriers or facilitators to accessing
support for OCD, and any additional findings of significance to the review question. Data on

the measures used within each study were also collected.

Data Transformation, Synthesis, and Integration

All quantitative data extracted was transformed into ‘qualitized data’ which involved
converting quantitative results into textual descriptions. The convergent integrated approach
according to the JBI guidelines for conducting a mixed methods systematic review was
followed to guide this process (Lizarondo et al., 2020). This began by entering the
appropriate quantitative data from each paper into an Excel spreadsheet, before being initially
transformed into a textual format with some numerical data, and then a final transformation
into fully qualitized data. To support with the quality of this process, examples were taken to
supervision and discussed. This allowed the qualitized data to be combined with the data
extracted from qualitative papers, providing a consistent dataset to answer the review
questions. Data were then pooled based on similarity of themes to produce a range of
integrated findings.

Results

Study Inclusion

The completed search carried out across four databases, yielded 1,506 studies which
resulted in a total of 942 studies after duplicates were removed. Of these identified studies, 84
were assessed as full texts for eligibility to be included, following the title and abstract
screening phases. This resulted in the final 22 studies being included in the review, consisting

of 7 qualitative and 15 quantitative studies (see Figure 1.1). As 30% of the full texts were
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reviewed by an independent researcher, an inter-rater reliability was assessed (k = .689) as a
moderate level of agreement (McHugh, 2012) which, following a discussion, led to a
consensus of 100%.
Methodological Quality

Table 1.2 demonstrates the qualitative quality appraisal results using the MMAT, and
Table 1.3 displays the quantitative. The inter-rater reliability score indicated a moderate level
of agreement (k = .689) with all disagreements resolved through discussion. Regarding the
quantitative data, the main limitation noticed was in relation to the lack of reporting on non-
response bias. The majority of the studies did not provide any information relating to reasons
or compensations for nonresponses (73.33%) with one study noting the effects of
nonresponses in their limitations. One paper lacked clarity in regard to the research questions,
with another using a non-representative sample, and one using a sampling strategy that was
not relevant to the research question. For the qualitative research, papers were assessed to
have good methodological quality. However, it was unclear as to whether the data collection
methods were adequate to address the research questions as a small and biased sample of

participants were used.

Characteristics of Included Studies

A summary of the characteristics of the included studies are displayed in Table 1.4. A
total of 4,784 participants with OCD or OCS took part in these projects with the majority
reporting on the adult population, with two studies reporting on child and adolescent
populations. These research papers were published across 20 years (2002-2022) and
conducted in 12 countries spanning five continents (Africa = 2 studies, Asia = 5 studies,

Australasia = 1 study, Europe = 9 studies, and North America = 5 studies). They ranged in
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design from interview based qualitative or quantitative methodologies, to longitudinal and

cross-sectional methods.
Figure 1.1

PRISMA Flowchart

Records identified from databases:
PsychInfo (n = 592)

Web of Science (n =101)
PubMed (n = 604)

CINAHL (n=208)

A 4

Duplicate records removed:
(n=563)

y

Records screened on title:
(n=942)

v

A 4

Records screened on abstract:
(n = 868)

v

A 4

Reports sought for retrieval:
(n=287)

v

Records excluded:
(n=174)

Records excluded:
(n=781)

A 4

Full-text articles assessed for eligibility:
(n=84)

v

Reports not retrieved:
(n=3)

A 4

Reports identified and included through
citation searching:

(m=1)

A 4

Studies included in synthesis:
(n=22)

Qualitative: 7
Quantitative: 15

Reports excluded:
Review paper (n = 9)
Individual case study (n = 2)
Guidelines (n = 2)
Opinion/discussion (n = 3)
English language (n = 3)
Experience of OCD (n = 1)
Facilitators/barriers not reported (n =
41)
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Table 1.2

Quality Appraisal of Qualitative Studies

Yes  Mabhintorabi Burton Pedley etal. Sravantiet Al-Solaim & Robinsonet Keyes et al.
(n= etal. 2021 2019 al. Loewenthal al. 2018
48) 2017 2022 2011 2017

Are there clear research 7

guestions?

Do the collected data allow 7
to address the research
guestions?

Are the qualitative data 6
collection methods
adequate to address the
research question?

Are the findings adequately
derived from the data?

Is the interpretation of 7
results sufficiently
substantiated by data?

Is there coherence between 7
gualitative data sources,
collection, analysis and
interpretation?

Is the qualitative approach
appropriate to answer the
research question?

~N

~N

20



Table 1.3

Quality Appraisal of Quantitative Studies

Yes Williams  Marques Perris  Poyraz Hathorn  Goodwin  Angst Mancebo Deme  Okasha delValle Besiroglu Belloch Torres Mayerovi

(n= etal. etal. etal. etal. etal. etal. etal. etal. tetal. etal. etal. etal. etal. etal. tchetal
91) 2012 2010 2021 2015 2021 2002 2004 2011 2010 2021 2017 2004 2008 2007 2003
Are there clear 14
research questions?
Do the collected 15
data allow to

address the

research questions?

Is the sampling 15
strategy relevant to
address the

research question?

Is the sample 14
representative of

the target

population?

Are the 14
measurements
appropriate?

Is the risk of 4
nonresponse bias

low?

Is the statistical 15
analysis

appropriate to

answer the

research question?
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Table 1.4.

Characteristics of Included Studies

Authors Sample Location Design Phenomena of interest Measures
characteristics
Williams et al. N=179 Center for the Cross sectional OCD; barriers to Barriers to Treatment
(2012) (n=71focus Treatment and treatment; African Questionnaire (BTQ); Multigroup
sample) Study of Americans Ethnic Identity Measure (MEIM);
Anxiety, Structured Clinical Interview for

Marques et al.

(2010)

Perris et al.
(2021)

56.3% female

Mage = 41.3
years

Y-BOCS = > 16
N =175

79.4% female

Mage = 30.92
years

M Y-BOCS =
21.69

N =83

48.2% female

University of
Pennsylvania,
Philadelphia,
USA

Massachusetts
General
Hospital,
Boston, USA

OCD specialist
unit,

Cross Sectional

Longitudinal

OCD; barriers to treatment

OCD; duration of
untreated illness; OCD
severity

DSM-IV Axis | Disorders (SCID); Yale-
Brown Obsessive-Compulsive
Checklist and Severity Scale (Y-
BOCS); Barriers to Treatment
Participation Scale (BTPS); Post
Assessment Checklist

Yale-Brown Obsessive-Compulsive
Checklist and Severity Scale (Y-
BOCS); Yale-Brown Obsessive-
Compulsive Checklist and Severity
Scale — Self-report (Y-BOCS-SR);
Quality of Life Enjoyment and
Satisfaction Questionnaire-Short
Form (Q-LES-Q-SF); Sheehan
Disability Scale (SDS); Treatment
History Questionnaire (THQ);
Barriers to Treatment
Questionnaire (BTQ)

Structured Clinical Interview for
DSM-IV Axis | Disorders (SCID-I);
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Authors Sample Location Design Phenomena of interest Measures
characteristics
Perris et al. Mage = 31.5 Department of Structured Clinical Interview for
(2021) cont. years Psychiatry, DSM-IV Axis Il Disorders (SCID-11);
University of Yale-Brown Obsessive-Compulsive
M Y-BOCS = Campania Checklist and Severity Scale (Y-
27.1 "Luigi BOCS); Hamilton Rating Scale for
Vanvitelli", Depression (HDRS); Brown
Naples, Italy Assessment of Beliefs Scale (BABS);
Family History Research Diagnostic
Criteria
Mahintorabiet N=5 Australia Semi-structured Washing OCD; Muslim Dimensional Obsessive-Compulsive
al. (2017) interviews - women; treatment seeking Scale (DOCS); Duke Religion Index
100% female thematic analysis  practice (DRI); Yale-Brown Obsessive
Compulsive Scale (Y-BOCS)
Mage = 39 years
Range Y-BOCS =
15-32
Poyraz et al. N =96 Cerrahpasa Cross Sectional OCD; barriers to Structured Clinical Interview for
(2015) Medical Schooal, treatment; insight; DSM-IV Axis | Disorders (SCID-I);

57.3% female

Mage = 32.49
years

M Y-BOCS =
20.79

University of
Istanbul,
Turkey

duration of untreated
iliness; treatment
outcomes

Structured Clinical Interview for
DSM-IV Axis Il Disorders (SCID-11);
Yale-Brown Obsessive-Compulsive
Checklist and Severity Scale (Y-
BOCS)
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Authors Sample Location Design Phenomena of interest Measures
characteristics

Hathorn et al. N=50 South Africa Cross Sectional OCD; Health Belief Model;  Florida obsessive-compulsive
(2021) help-seeking intention; inventory (FOCI); Attitudes Toward
58% female barriers to help-seeking Seeking Professional Psychological
Help Scale-Short Form (ATSPPH-SF);
Mage = 36.5 Barriers to Access Care Evaluation
years (BACE) scale; General self-efficacy
scale (GSES);
Goodwinetal. N =14860 USA Cross Sectional OCD; predictors; readiness  National Anxiety Disorders
(2002) (n =3069 with to seek treatment Screening Day (NADSD) survey
OCD)

69% female

Burton (2021) N=5 University of Semi-structured Established OCD; Dimensional Obsessive Compulsive
Warwick, UK interviews — pregnancy and postpartum Scale (DOCS)
100% female interpretive experience
phenomenological

Mage = 33.6 analysis

years

M DOCS = 38.6
Pedley et al. N=16 UK Semi-structured OCBD; illness perception; Yale-Brown Obsessive-Compulsive
(2019) interviews - Common-Sense Model of  Checklist and Severity Scale (Y-

62.5% female thematic analysis  Self-Regulation BOCS)

Age range = 16-
64 years
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Authors Sample Location Design Phenomena of interest Measures
characteristics
Pedley et al. M Y-BOCS =
(2019) cont. 20.2
Sravanti et al. N=10 National Semi-structured OCD; experience; child and  Mini International Neuropsychiatric
(2022) Institute of interviews — adolescent; remission Inter- view for Children and
40% female Mental Health  interpretive Adolescents (MINI KID); Children’s
and phenomenological Yale-Brown Obsessive—Compulsive
Age range=10- NeuroSciences, analysis Scale (CY-BOCS); Clinical Global
17 years Bengaluru, Impression-Severity Scale (CGISS)
India
M CY-BOCS =
2.7
Angst et al. N =591 Zurich, Longitudinal OCD; comorbidity; Interviews
(2005) (n =111 with Switzerland distress; impairment;
OCD/0CS) treatment
50.5% female
Age range = 40-
41 years
Mancebo etal. N=202 Brown Longitudinal OCD; treatment Structured Clinical Interview for
(2011) University, adherence; CBT DSM-IV Axis | Disorders (SCID-I);

57% female

Mage = 39.7
years

M Y-BOCS =
11.8

Rhode Island,
USA

Structured Clinical Interview for
DSM-IV Axis Il Disorders (SCID-11);
Yale-Brown Obsessive-Compulsive
Checklist and Severity Scale (Y-
BOCS); Longitudinal Interval Follow-
up Evaluation (LIFE); Modified
Hamilton Rating Scale for
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Authors Sample Location Design Phenomena of interest Measures
characteristics
Mancebo et al. Depression (MHRSD); Treatment
(2011) cont. Adherence Survey—Patient Version;
Behavioural Therapy Inventory (BTI)
Al-Solaim & N=15 Royal Semi-structured OCBD; religion; Islam Interviews
Loewenthal Holloway, interviews -
(2011) 100% female University of thematic analysis
London, UK,
Age range=14- and Saudi
30 years Arabia
Demet et al. N =132 OCD outpatient Cross Sectional OCBD; risk factors; delay Structured Clinical Interview for
(2010) clinic or treatment Diagnostic and Statistical Manual of
68.9% female dermatology Mental Disorders, Fourth Edition,
clinic, Manisa, Turkish Version; Yale-Brown
Mage = 31.9 Turkey Obsessive-Compulsive Scale (Y-
years BOCS); Y-BOCS Symptom Checklist;
Beck Depression Inventory (BDI);
M Y-BOCS = Semi-structured Demographic
20.9 Information Form
Okasha et al. N=093 Okasha Cross Sectional OCD; traditional healers; Mini-International Neuropsychiatric
(2021) Institute of help-seeking behaviour Interview (M.I.N.I.) version 5; Yale-

Robinson et al.

(2017)

46.2% female
Mage = 29.66
years

N=17

64.7% female

Psychiatry, Ain
Shams
University,
Egypt

King's College,
UK

Semi-structured

interviews -

thematic analysis

OCD; factors encouraging
help-seeking; reasons to
not seek help

Brown Obsessive-Compulsive Scale
(Y-BOCS); Custom designed
gquestionnaire

Yale-Brown Obsessive-Compulsive
Scale (Y-BOCS); Y-BOCS Symptom
Checklist
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Authors Sample Location Design Phenomena of interest Measures
characteristics
Robinson etal.  Mage =36 years
(2017) cont.
M Y-BOCS =
18.2
Keyes et al. N=10 UK Semi-structured OCD; experience; child and Interviews
(2018) interviews - adolescent
50% female thematic analysis
Mage = 15.58
years
del Valleetal. N=156 National Health Cross Sectional OCD; comparison; Yale-Brown Obsessive-Compulsive
(2017) (n =71 with System and Agoraphobia; depression;  Scale (Y-BOCS); Agoraphobia
OCD) Research and anorexia nervosa; cocaine  Inventory; Beck Depression

Bes,irog lu et
al. (2004)

60.6% female

Mage = 34.17
years

M Y-BOCS =
27.01

N =48

39.6% female

Treatment Unit
for OCD,
Valencia, Spain

Konya Cross Sectional
Epidemiological

Study for OCD

or Psychiatric

Outpatient

dependence; help-seeking

OCD; healthcare seeking;
depression; comorbidity;
quality of life; predictors

Inventory-Il (BDI-II); Eating Disorder
Inventory- II; Cocaine Selective
Severity Assessment; semi-
structured interview; Interview on
Help-Seeking for Mental Health
(IHS-MH); Goldberg General Health
Questionnaire-28; Anxiety
Disorders Interview Schedule for
DSM-IV: Lifetime version (ADIS-IV-L)
Structured Clinical Interview for
DSM-IV Axis | Disorders (SCID-I);
Yale-Brown Obsessive-Compulsive
Checklist and Severity Scale (Y-
BOCS); Hamilton Depression Rating
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Authors

Sample
characteristics

Location

Design

Phenomena of interest

Measures

Bes,irog lu et
al. (2004) cont.

Belloch et al.
(2009)

Torres et al.
(2007)

Care-seeking
Mage = 28-3
years

Non-care-
Seek|ng Mage =
31.4 years

Care-seeking M
Y-BOCS = 24.7

Non-care-
seeking M Y-
BOCS=21.0
N=26

61.5% female

Mage = 32.85
years

Y-BOCS Range =
16-40
N=114

64.9% female

Clinic of Selc, uk
University
Hospital in
Konya, Turkey

National Health
System,
Valencia, Spain

England,
Wales, and
Scotland

Cross Sectional

Cross Sectional

OCD; help-seeking

OCD; treatment;

comorbidity; gender

Scale (HDRS); World Health
Organization Quality of Life
Measurement Instrument Turkish
Version (WHOQOL-103 TR)

Maudsley Obsessive Compulsive
Inventory (MOCI); Thought Control
Questionnaire (TCQ); Interview on
Help-Seeking (IH-S); Yale-Brown
Obsessive-Compulsive Checklist and
Severity Scale (Y-BOCS)

Clinical Interview Schedule (CIS-R)
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Authors Sample Location Design Phenomena of interest Measures
characteristics
Torres et al. Age range = 16-
(2007) cont. 74
Mayerovitchet N=172 Edmonton, Cross Sectional OCD; comorbidity; help- Diagnostic Interview Schedule (DIS
al. (2003) Canada seeking version Il1)

65.1% female

Mage = 36.3
years
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Table 1.5.
Integrated Findings, Categories, and Findings

Integrated findings Categories Findings

Treatment beliefs  Past experience  Qualitative findings
of treatment
Successful help

Unhelpful support

Too challenging

Effective

Wider effects

Lack of clarity

“My psychiatrist prescribed clomipramine and then changed it to
Fluoxetine which | have taken since then and my washing symptoms got
less severe afterward ... | am more relaxed now.” (Mahintorabi et al., 2017)
“I did try to talk to a religious advisor (Imam) which was not helpful.
Eventually ... | sought professional help and went to see a psychiatrist.”
(Mahintorabi et al., 2017)

“I could not tolerate that way of doing things or stop washing my hands
and body ... It made me sick and | did not continue seeing him as it was too
much for me.” (Mahintorabi et al., 2017)

“Gradually it became easier ... that motivated me and gave me the courage
to continue therapy.” (Sravanti et al., 2022)

“This is my third visit to the doctor and | already feel better.” (Al-Solaim &
Loewenthal, 2011)

“He gave me some pills, symptoms are much better ...” (Al-Solaim &
Loewenthal, 2011)

“...once | agreed to taking treatment for this — | started being open to
trying more things.” (Sravanti et al., 2022)

“...1don’t know what those pills are doing to me.” (Al-Solaim &
Loewenthal, 2011)
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Integrated findings Categories Findings
Need additional “They give me experiments and expect me to go home and I’'m going to be
support on my own again - it’s like, no. It’s a bit like prison - if you go into prison
you are going to be good, because you are being watched. But as soon as
you go out of prison no one is watching you. And you're like, ‘oh, I'm free’
... I need some- one to watch me ... yeah | need mum to watch me. Or
some- one, anyone, and teachers.” (Keyes et al., 2018)
Quantitative findings
Unsuccessful Treatment did not work (Williams et al., 2012)
CBT not helpful in the past (Mancebo et al., 2011)
Psychiatric history 3-fold higher risk for delaying treatment than no history
(Demet et al., 2010)
| received treatment before and it didn’t work (Marques et al., 2010)
Clinician problem Did not think the CBT provider was good (Mancebo et al., 2011)
Diversity Treated unfairly because of race or ethnicity (Williams et al., 2012)
Financial Qualitative findings
Implications

Unable to afford

Quantitative findings
Income restrictions

Employment

“...my fear was that if | sought help, it would not be good because |
couldn’t afford it.” (Williams et al., 2012)

Previous access to treatment were more likely to have a high income
(Williams et al., 2012)

Moderate income less likely to access treatment (Williams et al., 2012)
Moderate income 3.12-fold higher risk of delaying treatment than high
income (Demet et al., 2010)

Unemployed less likely to seek treatment (Perris et al., 2021)

31



Integrated findings

Categories

Findings

Expectation

Overall cost

Insurance

Qualitative findings
Fear of side effects

Treatment is safe

Medication reliance

Medication concern

Financial factors reported as a barrier by 12.5% (Poyraz et al., 2015)

Not being able to afford the financial costs involved (Hathorn et al., 2021)
Can’t afford treatment (Goodwin et al., 2002)

Could not afford CBT cost and health insurance did not cover CBT
(Mancebo et al., 2011)

| was worried about how much it would cost (Marques et al., 2010)

No insurance (Goodwin et al., 2002)

Could not afford CBT cost and health insurance did not cover CBT
(Mancebo et al., 2011)

Health insurance would not cover treatment (Marques et al., 2010)

“I did stop taking my medication because | had known there were certain
cases ... it had caused, like, heart defects ... realistically | need the
medication to function properly but then | can’t cause something that’s
going to impact on my baby’s life.” (Burton, 2021)

“I could probably do it (not check) if | knew that | was in therapy.” (Pedley
et al., 2019)

“It [medication] helps with the symptoms and it does help. But it doesn’t
really deal with the problem, so if you come off them all of a sudden it’s
bad.” (Pedley et al., 2019)

“You don’t know whether they’re going to give you medicines, and you
know, that might seem a bit of a sledgehammer to crack a nut.” (Robinson
etal., 2017)
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Integrated findings

Categories

Findings

Logistics

Treatment will be
hard

Quantitative findings
Effectiveness

Commitment
Uncertainty

Different to reality

Quantitative findings
Time availability

Age

Prioritisation

“Not having to go through the hard process of CBT ... not having this long
process of getting better.” (Robinson et al., 2017)

Treatment will not be effective (Williams et al., 2012)

Perception that the treatment will be ineffective (Poyraz et al., 2015)
Perceived benefits of treatment predicted help-seeking intention (Hathorn
et al., 2021)

| will disengage (Williams et al., 2012)

Possibility of using medication reported as a barrier by 24% (Poyraz et al.,
2015)

Reluctance to start treatment even after seeing a psychiatrist (Poyraz et al.,
2015)

Concerns about the treatments available (e.g., medication side effects)
(Hathorn et al., 2021)

Afraid to take medication (Goodwin et al., 2002)

Fear to treat (del Valle et al., 2017)

Lower response to all barriers after engaging with treatment (except for
too busy or treatment inconvenient, CBT would not teach me anything
new, and other reasons) (Mancebo et al., 2011)

Lower income means no time for treatment (Williams et al., 2012)
Younger age means no time for treatment (Williams et al., 2012)

Too busy or treatment inconvenient (Mancebo et al., 2011)

I thought it would be too inconvenient or take too much time (Marques et
al., 2010)
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Integrated findings

Categories

Findings

Choice

Qualitative findings
Different clinicians

Multiple approaches

Availability of
treatments

Cultural options

Would prefer to go to a neurologist/psychologist or spiritual healer instead
of psychiatrist (Poyraz et al., 2015)

“You definitely need the therapy, | really don’t believe for one minute you
would ever recover from OCD with just tablets.” (Pedley et al., 2019)

“My parents decided to take me to a faith healer who started reading
verses of the Qur’an to me, this gave me temporary relief, but the
symptoms persisted.” (Al-Solaim & Loewenthal, 2011)

CBT not available (Mancebo et al., 2011)

| could not get an appointment (Marques et al., 2010)

| was not satisfied with the services that were available

“My family understands, they know that [my] obsessionality is caused by
Satan, but they still believe | should take the pill, and also, read verses of
the Qur’an on myself.” (Al-Solaim & Loewenthal, 2011)

“I don’t really care about the level of religiosity of the psychiatrist who is
treating me; he is not a family member or a friend so why should | feel
protective of him. But it would be better if he was religious, since he will
have fear of God, and thus be more dedicated in doing his job.” (Al-Solaim
& Loewenthal, 2011)

“I certainly prefer a Muslim psychiatrist, a non-Muslim would not
understand what | am going through, would not understand my problem.”
(Al-Solaim & Loewenthal, 2011)
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Integrated findings Categories Findings
Finding someone “When my symptoms started two or three years ago, going to a female
similar faith healer was the first thing | did...” (Al-Solaim & Loewenthal, 2011)
Stigma Internal Qualitative findings
judgement

Self-hatred

Guilt

Weakness

Selfish

Disgust

Envy

“I remember | hated myself during my period because of being impure. |
was really scared of not performing religious rituals in a right way,
especially five-time daily prayer.” (Mahintorabi et al., 2017)

“I felt guilty because | thought | do not correctly perform my rituals, God
won’t accept them...” (Mahintorabi et al., 2017)

“I decided to talk to an Imam ... he reassured me God will help me if | ask
for God’s forgiveness.” (Mahintorabi et al., 2017)

“I felt embarrassed at times, | felt weak at times.” (Pedley et al., 2019)
“I'just wasn’t strong enough to talk about it at the time. Um, like when |
told the doctor, | cried . . . | wasn’t strong enough to talk about it and think
about it, | guess. Um, so that was part of it as well, | was so exhausted, |
was so ill, and stressed.” (Robinson et al., 2017)

“It’s [OCD] made me into, quite a, not self-centred person, but | spend a lot
of time on me ... But it feels like I’'m very selfish.” (Pedley et al., 2019)

“I was scared what the doctors will think if | talked about what was
happening to me because it was really disgusting thoughts, not nice things.
So, | felt shy to talk about it.” (Sravanti et al., 2022)

“I' have a thought — ‘if I didn’t have OCD just like my friends, then ... | could
have had a nice time and spent it more nicely and productively like they
have’.” (Sravanti et al., 2022)
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Integrated findings Categories Findings

Shame “I would never have gone ... it is a sense of shame of it.” (Robinson et al.,
2017)

Exposed “..don’tdoit ... you'd feel a bit exposed, that sort of feeling.” (Keyes et al.,
2018)

Quantitative findings

Shame Ashamed of symptoms and needing help (Poyraz et al., 2015)
Feeling embarrassed or ashamed (Hathorn et al., 2021)
Shame as a barrier to help seeking (del Valle et al., 2017)
| felt ashamed by the thought contents (Belloch et al., 2009)
Long delay in help seeking group more frequently reported feeling
ashamed than short delay group (Belloch et al., 2009)
| felt ashamed of needing help for my problems (Marques et al., 2010)

Exposed Embarrassed others would find out (Mancebo et al., 2011)

Guilt Guilt about the symptoms (del Valle et al., 2017)

Crazy Fear of being crazy as a motivator for help seeking (del Valle et al., 2017)

Self-view Being a bad person was a motivator (del Valle et al., 2017)
I thought | was a bad person for having these thoughts facilitated help
seeking (Belloch et al., 2009)

External Qualitative findings
judgement

Race and culture

Being an outsider

“Getting this type of help has, and continues to be, like a sore thumb in the
African American community.” (Williams et al., 2012)

“I once spoke to my wider family ... but | sometimes felt like the black
sheep of the family because | was the one with the mental iliness.” (Pedley
et al., 2019)
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Integrated findings

Categories

Findings

Not enough change

Family views

Concealment

Professionals

Afraid

Quantitative findings
Diagnosis

“There’s still a big stigma | suppose about it, about anything mental health,
and | know it’s a lot better than it’s been before, but it’s still there.”
(Pedley et al., 2019)

“I wanted to talk but | was worried about what my parents would think
about me if | talked to them about my problem. So, initially | held back
from talking about it.” (Sravanti et al., 2022)

“Maybe they [parents] felt they’d somehow failed if | was carrying on like
this. And maybe they thought what if there’s something really wrong
about, what, [s/he’s] mental or something. Just try and ignore it and [s/he]
might stop.” (Robinson et al., 2017)

“I told my parents not to tell my relatives or friends. | don’t want anyone to
know about my disease.” (Sravanti et al., 2022)

“Nobody knows — nobody had ever known | had it ... And you don’t want
people to know.” (Robinson et al., 2017)

“... through this time ... my family ... didn’t know really anything that was
going on.” (Robinson et al., 2017)

“I didn’t know sort of what it would be like and | suppose what they [GP]
would think.” (Robinson et al., 2017)

“I'just thought ... other people would think, ‘Oh my God’, you know, ‘What
a monster’. That’s why | never told anybody.” (Robinson et al., 2017)

Afraid to have a diagnosis of a mental iliness (Poyraz et al., 2015)
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Integrated findings

Categories

Findings

Experience of
judgment

Race and culture

Gender difference

Age

Fear

Family

Qualitative findings

Not putting enough
effort in

Long delay in help seeking group more frequently reported fear of stigma
associated with mental disorder than the short delay group (Belloch et al.,
2009)

Those in receipt of treatment more likely to be Caucasian (Goodwin et al.,
2002)

Those in receipt of treatment more likely to be female (Goodwin et al.,
2002)

Younger age increased likelihood of being ready to seek help (Goodwin et
al., 2002)

Afraid of what others would think (Goodwin et al., 2002)

Worried about stigma of mental illness (Mancebo et al., 2011)

Fear of being considered crazy (del Valle et al., 2017)

Fear of social rejection (del Valle et al., 2017)

| feared being considered a mentally ill person

| worried about what people would think if they knew | was in treatment
(Marques et al., 2010)

| was afraid of being criticised by my family if | sought psychiatric help
(Marques et al., 2010)

“The first time | asked for help, | talked to an Imam ... and he
recommended that | read the Quran more.” (Mahintorabi et al., 2017)
“First time | talked to my father about what was happening to me. He told
me that | should control it and do meditation.” (Sravanti et al., 2022)
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Integrated findings Categories Findings
Family “My elder sister once shouted at me for removing all petals of a flower. |
did so in an attempt to make it look proper, because | felt something was
not okay about it. | feel quite bad about it.” (Sravanti et al., 2022)
Friends “Once | went out with friends to eat ice-cream and | felt the ice-cream

Making sense of
ownh experiences

Recognition of
needing help

Significant other

Quantitative findings
Race and culture

Gender differences
Qualitative findings
Identification of

symptoms
Comparison to others

cone was not in a proper manner. [...] the ice-cream cone was not really
round in shape so | just asked the shopkeeper to change it. My friends said,
‘what are you doing, we are feeling embarrassed, we are their regular
customer, what they will think? This is a very bad thing that | embarrassed
my friends!” (Sravanti et al., 2022)

“He [partner] gets very uncomfortable and he doesn’t like it. Erm, because
he likes to do things his own way.” (Pedley et al., 2019)

Treated unfairly because of race or ethnicity reported as a barrier (Williams
etal., 2012)

Women experience more stigmatising or negative beliefs about mental
health than men (Williams et al., 2012)

“I didn’t realise | had a problem” (Williams et al., 2012)

“It probably then started hitting me that ‘This isn’t right that I’'m doing
these type of things’ because other people seem to be able to leave, you
know, just be able to live with that, deal with that, without doing X, Y and
Z.” (Pedley et al., 2019)
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Integrated findings

Categories

Findings

Interference in daily
life

Quantitative findings
Identification of
symptoms

Interference in daily
life

“... there’s a point on that spectrum where it becomes abnormal, it
becomes disordered, it becomes chaotic, erm, and it becomes life
intrusive.” (Pedley et al., 2019)

“To me it didn’t affect me enough.” (Robinson et al., 2017)

“He immediately referred me and | was so surprised because | thought
what | told him was not sort of, of much sort of significance almost.”
(Robinson et al., 2017)

Unaware of having OCD reported as a barrier (Williams et al., 2012)

| thought | had a serious problem (an illness) motivated help seeking
(Belloch et al., 2009)

Interference of anxiety symptoms in daily life predicted treatment
(Goodwin et al., 2002)

Symptoms do not interfere with life (Williams et al., 2012)

Low disturbance by symptoms and little importance given to symptoms
(del Valle et al., 2017)

Low interference of symptoms (del Valle et al., 2017)

Interference in daily life motivates help seeking (del Valle et al., 2017)
People who sought help scored lower on all quality-of-life domains (del
Valle et al., 2017)

The problem did not interfere with my daily activities (Belloch et al., 2009)
The problem (thoughts and/or behaviours) interfered with what | was
doing (Belloch et al., 2009)
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Integrated findings Categories

Findings

Insight into OCD

Significant changes

Denial
Qualitative findings
Being crazy

Understanding OCD
as a mental health
difficulty
Normalised
symptomology

Short delay in help seeking group experienced their symptoms to interfere
more in daily activities than long delay group (Belloch et al., 2009)

Faster onset from a major incident, resulting in seeking help quicker
(Poyraz et al., 2015)

Frequency of symptoms increases, or fear of symptoms increases (del Valle
et al., 2017)

The problem (thoughts and/or behaviours) became more frequent (Belloch
et al., 2009)

Short delay in help seeking group were aware of changes in their behaviour
caused by symptoms (Belloch et al., 2009)

| don’t have an anxiety disorder (Goodwin et al., 2002)

“I' honestly thought | was going mad. That | was losing my mind, losing
control of my mind.” (Pedley et al., 2019)

“I'just thought | was going mad, | didn’t know there was actually ... this
disorder if you like ... had a name for it so that.” (Pedley et al., 2019)

“I thought | was going crazy.” (Robinson et al., 2017)

“It’s definitely a mental illness to me now. And | know I’'m sure there’s very
logical ways of treating it.” (Pedley et al., 2019)

“Both my parents have little quirks and I've picked them up and taken
them to the next level, like they’re both very organised and rigid in how
they like things.” (Pedley et al., 2019)

“1 do believe that everyone has it [OCD], but whether or not you’d label
that OCD ...” (Pedley et al., 2019)
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Integrated findings Categories Findings
“I think everybody has a certain level of it [OCD] ... | think that also
demeans, like everyone is like ‘urgh, everyone has it a bit’.” (Pedley et al.,
2019)
Confusion “One of the reasons | didn’t ask for help when everything started is

Public representations

Quantitative findings
Fear
Religious origin

Education

Insight is required

Speaking into
existence

because | had no idea of what was going on.” (Robinson et al., 2017)

“I seen that lady on the tele ... | watched her tell her story and | thought,
‘Oh my God!’ It was just like a revelation! ... relief poured down ...”
(Robinson et al., 2017)

Fear of being crazy motivates help seeking (del Valle et al., 2017)
Thinking that symptoms are related to religious problems/being a sinner
(Poyraz et al., 2015)

Higher education predicts readiness for treatment (Goodwin et al., 2002)
Short delay group had a lower education level than the long delay group
(Belloch et al., 2009)

Poor insight 2.13-fold higher risk for delaying treatment than good insight
(Demet et al., 2010)

Lower insight significantly associated with health care seeking behaviour
(del Valle et al., 2017)

Short delay in help seeking group had more insight than the long delay
group (Belloch et al., 2009)

Thought-action fusion beliefs both barrier and motivator (del Valle et al.,
2017)
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Integrated findings

Categories

Findings

Next steps

Normalised symptoms

Qualitative findings
Implications of
disclosing

Optimism

Ignoring the problem
Quantitative findings

Fear of diagnosis
Unsure of what to do

Religion will help

| feared that if | disclosed the thoughts to someone, the thoughts would
come true acted as a barrier (Belloch et al., 2009)

| believed my thoughts could come true was a motivator (Belloch et al.,
2009)

Thought that ‘it’'s common’ (or usual) (del Valle et al., 2017)

Obsessive compulsive symptoms thought not to be an illness associated
with longer duration without treatment (Poyraz et al., 2015)

“I would never ... have [er] admitted the, the thoughts that | was having
because of the concern that they would take the baby away.” (Burton,
2021)

“OCD will affect my journey from here on too. | am sure about it ... but still
life will be okay, it’ll be nice.” (Angst et al., 2005)

“I think maybe it was just kind of, if we don’t focus on it, it will go away. If
we pretend it’s not happening, it’s not really there.” (Robinson et al., 2017)

Afraid to have a diagnosis of mental iliness (Poyraz et al., 2015)

Not being sure of where to go (Goodwin et al., 2002)

Unsure of who to see or where to go (Williams et al., 2012)

Statistically significant relationship between lower education and increased
tendency to seek advice from traditional healers (Okasha et al., 2021)

| was unsure about who to see or where to go (Marques et al., 2010)

Don’t know who to tell (del Valle et al., 2017)

Consider religious commitment to help treatment therefore access
traditional healer (Okasha et al., 2021)
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Integrated findings Categories Findings
Time The thought ‘symptoms will not last’ (del Valle et al., 2017)
It did not go away (del Valle et al., 2017)
| was convinced that the problem was temporary (it would pass over the
time) (Belloch et al., 2009)
| am responsible Independence Qualitative findings

| need to protect
others

“Don’t want him to see me doing this and think, ‘Well, this is the normal’
when we were going out and he, | was locking the inside doors, | just think,
I don’t know that this should carry on so that’s why | actually started to
have CBT.” (Burton, 2021)

“I didn’t want my children to be like me. | didn’t want them to pick things
up like that.” (Pedley et al., 2019)

“... at first | was avoiding people. Because when | interacted with them, |
had thoughts that were distressing.” (Sravanti et al., 2022)

“The fear of like admitting to your parents as well, that you’ve got that
problem, and wondering whether, whether your parents would be, they
might be upset about knowing their child has a psychological issue.”
(Robinson et al., 2017)

“I felt like it was all my responsibility. | felt it was my responsibility to keep
everyone safe. And if I didn’t do these things, bad things would happen.”
(Keyes et al., 2018)

“So I didn’t want to like put anyone at risk ... | just wanted to stay by
myself.” (Keyes et al., 2018)
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Integrated findings

Categories

Findings

| can manage alone

Losing control

Personal
responsibility

Safer alone

Quantitative findings
| can manage alone

“I didn’t have any guilt but like | said | just thought | can do it myself. | can
handle the situation myself. Every time | used to feel — ‘I can do it myself, |
don’t need anyone’s help’.” (Sravanti et al., 2022)

“I think for a long time | felt maybe | could deal with it myself. | felt |
wanted to deal with it myself.” (Robinson et al., 2017)

“...it was in control of me and | wasn’t going to be able to stop it doing the
things it wanted to do which was frightening, very frightening, terrifying.”
(Pedley et al., 2019)

“I'had to grow up before | should have really, because at age 12 | was
making serious decisions. And my brother and sister were a lot younger, so
| had to just be mature, because | was speaking to adults and I felt like
right, | have to be mature about this ... | was taking on all the responsibility
myself and | was taking on the responsibility of everything, every single
thing ...” (Keyes et al., 2018)

“I' just wanted to stay in my room because [it] kind of felt safer. | didn’t
want to like do anything ...” (Keyes et al., 2018)

Could manage or handle symptoms on own as a barrier (Poyraz et al.,
2015)

Wanting to solve the problem on my own reported as a barrier (Hathorn et
al., 2021)

Can handle it on own reported as a barrier (Goodwin et al., 2002)

| felt | could control the problem was reported to be a barrier (Belloch et
al., 2009)

| wanted to handle it on my own (Marques et al., 2010)
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Integrated findings Categories Findings

| know best CBT would not teach me anything new reported as a barrier for those in
and out of treatment (Mancebo et al., 2011)

Unable to manage Lower level of independence significantly associated with health care

alone seeking behaviour (Keyes et al., 2018)

Losing control The problem didn’t disappear, | couldn’t control it reported as a facilitator
of help seeking (Belloch et al., 2009)

OCD identity Qualitative findings

It is my fault

Innateness

Acceptance of OCD

OCD is useful

| need it

It changed me

“Finding out what my diagnosis was, was a relief to me, to know that the
harm thoughts and the religious thoughts weren’t me, and that they didn’t
mean anything necessarily, so to get that diagnosis was quite a relief.”
(Burton, 2021)

“I do think that you can be predisposed to it by the kind of temperament
you're born with.” (Pedley et al., 2019)

“I'm used to it, it’s part of me now. I've accepted it as part of me.” (Pedley
et al., 2019)

“Even though | don’t like it, it does make me me, so | would miss it a little
bit.” (Pedley et al., 2019)

“... it helps me see different points of view, and look into things.” (Pedley
et al., 2019)

“It’s very paradoxical this sort of symbiotic relationship where ... it’s part of
my identity so | need it and it needs me.” (Pedley et al., 2019)

“I was feeling sick! ... | was totally off my character when | was suffering
from OCD ... | stayed away from people, alone and everyone around were
like — ‘what happened to you?’” (Sravanti et al., 2022)
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Integrated findings

Categories

Findings

Envious of others

Conflict with personal
values
Used to it

Quantitative findings
Used to it

OCD is useful

Always present

“I' have a thought - ‘if I didn’t have OCD just like my friends, then ... | could
have had a nice time and spent it more nicely and productively like they
have’.” (Sravanti et al., 2022)

“All the symptoms were distressing, but religious symptoms were the ones
that made me come to the psychiatrist.” (Al-Solaim & Loewenthal, 2011)

“I didn’t realise what | was doing but to me it was part of life.” (Keyes et al.,
2018)

“It’s just, if | didn’t it would seem weird and if you break something you
have been doing your whole life, say it’s a tradition and you sort of don’t
do it, you get sort of [an] odd feeling ... Sort of as if you have been doing
something your whole life.” (Keyes et al., 2018)

Earlier onset of OCD associated with going longer without treatment
(Perris et al., 2021)

Duration of OCD acted as a factor for delaying treatment (Demet et al.,
2010)

Statistically significant relationship between earlier onset of symptoms and
visiting traditional healers instead of medical support (Okasha et al., 2021)
Thinking that the symptoms are necessary in order to be tidy/orderly
(Poyraz et al., 2015)

Significant relationship between early age of OCD onset with delay in help-
seeking and worse insight (Belloch et al., 2009)

Non-health care seeking group had a significantly longer duration of OCD
compared to the health care seeking group (Bes,irog’lu et al., 2004)
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Integrated findings Categories Findings
Conflict with personal  Health care seeking group had significantly more aggressive and religious
values obsessions than the non-health care seeking group (Keyes et al., 2018)
Implications Qualitative findings
Diagnostic burden “... what if my GP knows, and then, if | go for interviews and it goes on the
Occupational Health form [inaudible] against me?” (Robinson et al., 2017)
Permanence “Also | didn’t want it on my record ... | didn’t want to have to be admitting
to it for the rest of my life ... | felt if | went to the doctor, that was it, it was
official, and | would always have to put that from then on, it was always
going to a reality.” (Robinson et al., 2017)
Quantitative findings
Permanence Did not want a ‘record’ of treatment for OCD (Mancebo et al., 2011)
Helplessness Severity Qualitative findings

Help does not work

No one can
understand or help

“I' have tried taking Fluoxetine which could not help me at all. My
symptoms are not under control according to my psychiatrist.”
(Mahintorabi et al., 2017)

“I was very obstinate about any kind of support or therapy because | don't,
| didn’t really trust that anyone would understand how | was feeling or
what | was thinking.” (Burton, 2021)

“Nobody’s ever going to understand why I’'m doing this, and what I'm
doing, which | guess is another reason you don’t go and tell people.”
(Robinson et al., 2017)

“No, | never thought about it [someone would be able to help] ... No, never
entered my head.” (Robinson et al., 2017)
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Integrated findings

Categories

Findings

Paralysed by fear

It is not bad enough

Quantitative findings
Help will not work

It is too severe

It is not bad enough

It needs to be severe

“OCD isn’t just having your pens in a like coordinated order ... It's more
serious than that ... It’s a lot of stuff. It's a much wider broader thing than
people think really and that it’s much more serious.” (Keyes et al., 2018)
“When it started, | was just scared. Very scared gripped in fear as thoughts
were very unpleasant. | couldn’t talk about it to anyone.” (Sravanti et al.,
2022)

“I don’t feel it becoming worse. And therefore ... you know, the NHS spirit,
rightly or wrongly | call it, that ... that other people’s needs are greater
than mine and if they sign up and get it first, then it’s probably they
deserve to, or need to, more than | do.” (Robinson et al., 2017)

Perception that treatment will be ineffective (Poyraz et al., 2015)
Treatment won’t help (Goodwin et al., 2002)

Did not think CBT would work for my OCD (Mancebo et al., 2011)

| didn’t think treatment would work (Marques et al., 2010)

Higher severity of symptoms results in longer without treatment (Perris et
al., 2021)

OCD was too severe to participate in CBT (Mancebo et al., 2011)

OCD not severe enough to justify CBT (Mancebo et al., 2011)

| believed my behaviours and/or thoughts were not serious (Belloch et al.,
2009)

Thought that ‘it’s not dangerous’ (del Valle et al., 2017)

Increased severity of OCD predicted likelihood of initiating CBT (Mancebo
etal., 2011)
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Integrated findings Categories Findings

Health care seeking group scored significantly higher on the Y-BOCS than
the non-health care seeking group (del Valle et al., 2017)

Paralysed by fear | was afraid (of the thought contents) which acted as a barrier (Belloch et
al., 2009)

Overwhelming Total number of OCD symptoms was significant treatment seeking variable
in multivariate analysis (Mayerovitch et al., 2003)

Comorbidity Quantitative findings

Other mental health Receiving treatment more likely to have personality disorder, generalised

difficulties are needed anxiety disorder, or post-traumatic stress disorder (Goodwin et al., 2002)
Higher treatment rates in obsessive-compulsive symptoms with borderline
personality disorder than pure obsessive-compulsive symptoms (Angst et
al., 2005)
Significantly more likely to receive treatment if OCD is present with a
comorbid disorder (Torres et al., 2007)
Seeking treatment group were significantly more likely to have comorbid
depression, mania, panic, generalised anxiety disorder, or post-traumatic
stress disorder (Mayerovitch et al., 2003)
Comorbid obsessive-compulsive symptoms had 2-3 times increased
likelihood of lifetime treatment (Angst et al., 2005)

Increased distress Severity of psychological comorbidity was strongly associated with being in
treatment (Torres et al., 2007)
Comorbid obsessive-compulsive symptoms had 10 times higher suicidality
(Angst et al., 2005)

Crisis Qualitative findings
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Integrated findings

Categories Findings

Traumatic advice

Suicidality

Fear of OCD

Quantitative findings
Traumatic event

Suicidality

“The faith healer | went to, who | know now is a shaman, asked me to get a
goose, with specific features, slaughter it, and bathe in its blood. | can’t
believe | did that, it was torture.” (Al-Solaim & Loewenthal, 2011)

“I got to another stage where, um, the head wasn’t coping again, and | was
getting extremely depressed. The only reason | went to the doctor in the
first place was | left my [partner] a note ... and I'd been drinking one night,
and left [her/him] a note, ‘| want to die’. | couldn’t cope. And | thought |
wanted to take an overdose. So my [partner] took me to see my doctor.
Which was a good thing.” (Robinson et al., 2017)

“...1 was scared of doing like bad things, like violent things, because of the
OCD.” (Keyes et al., 2018)

“...it was in control of me and | wasn’t going to be able to stop it doing the
things it wanted to do which was frightening, very frightening, terrifying.”
(Pedley et al., 2019)

“At this stage ... | thought my children were in immense danger ... firstly for
my children ... | thought you’ve got to be a decent person.” (Robinson et
al., 2017)

Faster onset of OCD from a major incident (e.g., traumatic event) results in
help seeking quicker (Poyraz et al., 2015)

Having experienced suicidal thoughts was strongly associated with being in
treatment (Torres et al., 2007)

Comorbid obsessive-compulsive symptoms had 2-3 times increased
likelihood of lifetime treatment with higher distress and 10 times higher
suicidality (Angst et al., 2005)
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Integrated findings Categories Findings
External support Family and Qualitative findings
friends

Encouraged by friend

Family traits

Family judgement

Significant others

Negative friend
experience

“I decided to see a psychiatrist in advice of one of my friends.”
(Mahintorabi et al., 2017)

“Both my parents have little quirks and I've picked them up and taken
them to the next level, like they’re both very organised and rigid in how
they like things.” (Pedley et al., 2019)

“I once spoke to my wider family ... but | sometimes felt like the black
sheep of the family because | was the one with the mental iliness.” (Pedley
et al., 2019)

“I wanted to talk but | was worried about what my parents would think
about me if | talked to them about my problem. So, initially | held back
from talking about it.” (Sravanti et al., 2022)

“My elder sister once shouted at me for removing all petals of a flower. |
did so in an attempt to make it look proper, because | felt something was
not okay about it. | feel quite bad about it.” (Sravanti et al., 2022)

“He [partner] gets very uncomfortable and he doesn’t like it. Erm, because
he likes to do things his own way.” (Pedley et al., 2019)

“Once | went out with friends to eat ice-cream and | felt the ice-cream
cone was not in a proper manner. [...] the ice-cream cone was not really
round in shape so | just asked the shopkeeper to change it. My friends said,
‘what are you doing, we are feeling embarrassed, we are their regular
customer, what they will think? This is a very bad thing that | embarrassed
my friends!” (Sravanti et al., 2022)
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Integrated findings

Categories

Findings

Persistence

Accompaniment
Taking charge

“I did not want to go to a doctor. Not for this problem. My mother kept
telling like me ‘You should go. It won’t be embarrassing, they will help you
get better’. I still didn’t want to go, but finally | was convinced to go.”
(Sravanti et al., 2022)

“She had said you must have treatment. There’s treatment out there ... she
kept on, | mean it was over a period, for about a year she kept on at me ...
but you know every time she mentioned it, | wouldn’t talk about it ... I'd
brush it off. I’d be so, so horrendously embarrassed ... but it was through
her pushing me ... to do something about the OCD. There could be
something done about it. | wasn’t aware of treatment till she started telling
me.” (Robinson et al., 2017)

“I went to a faith healer with my parents.” (Al-Solaim & Loewenthal, 2011)
“My parents decided to take me to a faith healer who started reading
verses of the Qur’an to me, this gave me temporary relief, but the
symptoms persisted.” (Al-Solaim & Loewenthal, 2011)

“... my mother she took me to a motawaa (faith healer) ... after a while my
father brought me to the hospital.” (Al-Solaim & Loewenthal, 2011)

“l got to another stage where, um, the head wasn’t coping again, and | was
getting extremely depressed. The only reason | went to the doctor in the
first place was | left my [partner] a note ... and I’d been drinking one night,
and left [her/him] a note, ‘l want to die’. | couldn’t cope. And | thought |
wanted to take an overdose. So my [partner] took me to see my doctor.
Which was a good thing.” (Robinson et al., 2017)
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Integrated findings

Categories

Findings

Professional

Lack knowledge

Understanding

Quantitative findings
Family
accommodation
Parental education

Significant other
recognition
Qualitative findings
Reduce fear

“Mum was sort of bordering on, maybe there is something there, but she is
not sure. If she was more aware of what OCD was ... she might have seen
the boxes and ticked them ... because we were a bit clueless in what OCD
was it dragged on a bit longer than it should have.” (Keyes et al., 2018)

“In those days people didn’t know about OCD and you know, my parents
certainly didn’t.” (Robinson et al., 2017)

“I can remember sitting there, and they [parents] said to him, Oh, [s/he’s]
got the weight of the world on [his/her] shoulders.” (Robinson et al., 2017)
“My family understands, they know that [my] obsessionality is caused by
Satan, but they still believe | should take the pill, and also, read verses of
the Qur’an on myself.” (Al-Solaim & Loewenthal, 2011)

Lack of family support to overcome OCD reported to be a barrier (Poyraz et
al., 2015)

Nonsignificant but trending correlation between increasing parental
education and reducing duration to seek treatment (Demet et al., 2010)
Single/divorced 2.29-fold higher risk for delaying treatment than married
(Demet et al., 2010)

“I suppose the exposure response prevention thing is the main one
[treatment] and | don’t think anybody would do that off their own back
because ... Some of the things you’re supposed to do are incredibly scary
and you wouldn’t think of doing that.” (Pedley et al., 2019)
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Integrated findings Categories Findings

Belief in ability

Bad experiences

Need to provide
clarity

Similar characteristics
preferred

“l was nervous before | went, obviously, um, but | felt that | can do this ... |
got there and ... at that point | sort of crouched, and | was like ‘I've got
OCD’, and | just burst into tears basically. But she was really good ... | was
lucky, because she knew a lot about OCD, she knew about treatments ...
and she was very kind.” (Robinson et al., 2017)

“This is my third visit to the doctor and | already feel better.” (Al-Solaim &
Loewenthal, 2011)

“Doubting whether the doctors would know what it was and be able to
help...” (Robinson et al., 2017)

“I must have seen at least 10 doctors ... | used to tell them that | was
scratching my hands and that was my problem ... Actually, when anyone
touched me, | would brush over that area but | didn’t talk about my
thoughts. | was not asked, and | didn’t talk ... simply we were going to
different doctors and they were prescribing creams for application.”
(Sravanti et al., 2022)

“I'had a bit of a bad experience with a doctor. My doctor actually didn’t
help at all. He laughed to be honest. | think with normal GPs they don’t
tend to understand the mental health side of things.” (Keyes et al., 2018)
“He gave me some pills, symptoms are much better but | don’t know what
those pills are doing to me.” (Al-Solaim & Loewenthal, 2011)

“I don’t really care about the level of religiosity of the psychiatrist who is
treating me; he is not a family member or a friend so why should | feel
protective of him. But it would be better if he was religious, since he will
have fear of God, and thus be more dedicated in doing his job.” (Al-Solaim
& Loewenthal, 2011)
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Integrated findings

Categories

Findings

Trust is needed

Cultural
understanding

Need for
supplementary
support

Quantitative findings
Poor provision

“I don’t think | would still be with my psychiatrist had she not been a
religious woman. It assures me that her opinions are correct because she is
knowledgeable about how Islam views my illness and what | should or
should not do. | don’t think | would have trusted her had she been not
religious.” (Al-Solaim & Loewenthal, 2011)

“I feel that that the level of the professional’s religiosity correlates with
how much | trust her/him. | have more admiration if | think the person who
is treating me is religious, | listen to her/him, | accept what they say, |
become much more receptive of what they say than if she/he was not
religious.” (Al-Solaim & Loewenthal, 2011)

“I didn’t know sort of what it would be like and | suppose what they [GP]
would think.” (Robinson et al., 2017)

“I certainly prefer a Muslim psychiatrist, a non-Muslim would not
understand what | am going through, would not understand my problem.”
(Al-Solaim & Loewenthal, 2011)

“They give me experiments and expect me to go home and I’'m going to be
on my own again - it’s like, no. It’s a bit like prison - if you go into prison
you are going to be good, because you are being watched. But as soon as
you go out of prison no one is watching you. And you’'re like, ‘oh, I'm free’
... I need some- one to watch me ... yeah | need mum to watch me. Or
some- one, anyone, and teachers.” (Keyes et al., 2018)

Did not think the CBT provider was good acted as a barrier (Mancebo et al.,
2011)
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Integrated findings Categories Findings
Groups Qualitative findings

Symptom contagion “They have a lot of depression support groups and things, it’s knowing
other people might help. I'd worry about picking up other people’s
obsessions though.” (Pedley et al., 2019)

Need for peer support “It may have helped talking to other people that actually have OCD,
because it’s hard talking to a psychologist that doesn’t actually have it,
because although they sort of understand, they don’t. They understand,
but they don’t know what it feels like. It’s hard to take advice from
someone that doesn’t know what you’re going through. | think if you have
OCD ... there should be like forums or some way to connect or Facebook or
something, some form of community to sort of talk about your
compulsions and things you do.” (Keyes et al., 2018)

Other Qualitative findings

Religious support
unhelpful

Religion and coping

“I did try to talk to a religious advisor (Imam) which was not helpful.
Eventually ... | sought professional help and went to see a psychiatrist.”
(Mahintorabi et al., 2017)

“The faith healer | went to, who | know now is a shaman, asked me to get a
goose, with specific features, slaughter it, and bathe in its blood. | can’t
believe | did that, it was torture.” (Al-Solaim & Loewenthal, 2011)

“I believe having God in my world always helps me tolerate many difficult
situations.” (Mahintorabi et al., 2017)

“... be loved by God which made me tolerate my symptoms more and to be
more satisfied and happier.” (Mahintorabi et al., 2017)
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Integrated findings

Categories

Findings

Religious alternative

Online reassurance

No school recognition
Quantitative findings
Religious
understanding

Traditional healers
less stigmatising

“Had | not been a Muslim | would have gone! Religion is the foundation; it
even alleviates the distress of illness since God will commend our
endurance.” (Al-Solaim & Loewenthal, 2011)

“When my symptoms started two or three years ago, going to a female
faith healer was the first thing | did...” (Al-Solaim & Loewenthal, 2011)

“l' used to feel very comfortable when she read the Qur’an.” (Al-Solaim &
Loewenthal, 2011)

“My parents decided to take me to a faith healer who started reading
verses of the Qur’an to me, this gave me temporary relief, but the
symptoms persisted.” (Al-Solaim & Loewenthal, 2011)

“I can remember writing on the forums on the websites, saying, you know,
I’m going to the GP and ... everyone thought, ‘Oh, well done’. You know.
‘You'll be fine’. ‘Don’t be scared’. And getting loads of replies back.”
(Robinson et al., 2017)

“No one helped me in school.” (Keyes et al., 2018)

Thinking that symptoms are related to religious problems/being a sinner
prevented people seeking professional support (Poyraz et al., 2015)
Considered disease related to religion therefore access traditional healer
(Okasha et al., 2021)

Consider religious commitment to help treatment therefore access
traditional healer (Okasha et al., 2021)

Statistically significant relationship between sexual and religious
obsessions with higher tendency to seek advice from traditional healers
(Okasha et al., 2021)
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Integrated findings

Categories

Findings

External
encouragement
needed

Self-help use

High stigma of seeking psychiatric advice therefore access traditional
healers (Okasha et al., 2021)

Someone tells me to get help reported as a motivator for seeking support
(del Valle et al., 2017)

Someone advised me to seek treatment reported as a facilitator to help
seeking (Belloch et al., 2009)
OCD without comorbidity used self-help more (Torres et al., 2007)
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Findings of the Review

From the 22 papers included in this review, 6 integrated findings were synthesised
from 21 categories. A total of 291 individual pieces of data contributed to the 164 unique
findings of which 68 were quantitative (see Appendix C) and 96 were qualitative (Table 1.5).
These integrated findings represent the spectrum of barriers and facilitators to accessing
support for those that experience OCD as well as encompassing some suggestions of how
services can improve their support of such individuals.
Integrated Finding One: Treatment Beliefs

The included studies demonstrated a range of beliefs which individuals held about the
process of treatment, with Figure 1.2 displaying the categories which led to the generation of
this integrated finding.
Figure 1.2

Integrated Finding One: Treatment Beliefs
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reported as a barrier for many individuals (Demet et al., 2010; Mahintorabi et al., 2017;
Mancebo et al., 2011; Marques et al., 2010; Williams et al., 2012). Studies also reported that
treatment had been too challenging (Mahintorabi et al., 2017) with clinicians whom
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individuals did not have faith in (Mancebo et al., 2011). One study found that people had a
history of being treated unfairly based on race or ethnicity which acted as a barrier to
accessing future support (Williams et al., 2012). In contrast, experiencing effective treatment
(Al-Solaim & Loewenthal, 2011; Sravanti et al., 2022) and recognising the wider effects it
had on life (Sravanti et al., 2022) were both reported as motivators for seeking further
support. A need for increased clarity around treatments was reported (Al-Solaim &
Loewenthal, 2011) alongside additional support outside of the therapeutic room (Keyes et al.,

2018) to improve engagement.

The cost of treatment was another barrier (Goodwin et al., 2002; Hathorn et al., 2021;
Mancebo et al., 2011; Marques et al., 2010; Poyraz et al., 2015; Williams et al., 2012) which
was supported by moderate income households being less likely to access treatment than
those with higher incomes (Demet et al., 2010; Williams et al., 2012). Similarly, those with
lower incomes reported time constraints as did those from younger age groups (Williams et
al., 2012) while others found it difficult to prioritise treatment (Mancebo et al., 2011;
Marques et al., 2010). Unemployed people were less likely to access treatment (Perris et al.,
2021,) along with those whose insurance would not cover MH interventions (Goodwin et al.,

2002; Mancebo et al., 2011; Marques et al., 2010).

Expectations of medication side effects (Burton, 2021; Goodwin et al., 2002; Hathorn
et al., 2021; Poyraz et al., 2015) or over reliance on medication (Pedley et al., 2019, Robinson
et al., 2017) were reported as major barriers. Additionally, there was an expectation that
treatment would not be effective (Hathorn et al., 2021; Poyraz et al., 2015; Williams et al.,
2012) and would be a difficult process (Robinson et al., 2017) in which people may

disengage (Williams et al., 2012). However, it was identified that believing in the
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effectiveness of treatment predicted help-seeking intention (Hathorn et al., 2021). There
appeared to be a difference between expectations of treatment and reality as responses to

most barriers reduced once people engaged with treatment (Mancebo et al., 2011).

The availability of treatments (Mancebo et al., 2011, Marques et al., 2010) or types of
clinicians (Poyraz et al., 2015) acted as barriers to accessing support. A common theme
related to the importance of multiple approaches being used to treat OCD (Al-Solaim &
Loewenthal, 2011; Pedley et al., 2019) alongside the integration of cultural practices to better

match the individual (Al-Solaim & Loewenthal, 2011).

Integrated Finding Two: Stigma

Fear of judgements based on MH difficulties was a prevalent barrier throughout the
studies included with Figure 1.3 displaying the categories that contributed to this integrated
finding.
Figure 1.3

Integrated Finding Two: Stigma
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Internalised judgement of OCD acted as a barrier to accessing support services with

shame being the most frequently reported (Belloch et al., 2009; Hathorn et al., 2021; Marques
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et al., 2010; Poyraz et al., 2015; Robinson et al., 2017; del Valle et al., 2017). Other
internalised narratives included feelings of guilt (Mahintorabi et al., 2017, del Valle et al.,
2017), self-hatred (Mahintorabi et al., 2017), disgust (Sravanti et al., 2022), being weak
(Pedley et al., 2019; Robinson et al., 2017), selfishness (Pedley et al., 2019), or envious
(Sravanti et al., 2022), along with the idea of being exposed (Keyes et al., 2018; Mancebo et
al., 2011). However, some of the reported internal judgements motivated people to seek
support such as a fear of being crazy (del Valle et al., 2017) or concern that they were a bad

person (Belloch et al., 2009; del Valle et al., 2017).

Many studies reported on the fear of judgment from external sources (Belloch et al.,
2009; Goodwin et al., 2002; Mancebo et al., 2011; Marques et al., 2010; Robinson et al.,
2017; del Valle et al., 2017) such as family members (Marques et al., 2010; Pedley et al.,
2019; Robinson et al., 2017; Sravanti et al., 2022) or professionals (Robinson et al., 2017),
leading the concealment of symptoms of OCD (Robinson et al., 2017; Sravanti et al., 2022)
and the fear of diagnostic consequences (Belloch et al., 2009; Poyraz et al., 2015).
There were reports on changes in MH stigma with younger age groups more ready to seek
help (Goodwin et al., 2002) but it still lingered (Pedley et al., 2019) especially for Black,

Asian or minority ethnic groups (Goodwin et al., 2002; Williams et al., 2012).

The final category within this integrated finding related to the lived experience of
stigma. Reports of negative experiences from family or friends (Pedley et al., 2019; Sravanti
et al., 2022) contributed to individuals being reluctant to disclose their symptoms.
Additionally, people reported being told that they were not doing enough to manage their

OCD (Mabhintorabi et al., 2017; Sravanti et al., 2022). Sociodemographic factors acted as
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barriers with unfair treatment based on race or ethnicity and women experiencing more

stigmatising beliefs about MH (Williams et al., 2012).

Integrated Finding Three: Making Sense of Own Experiences

Many studies reported on the individual experiences of the participants and how they
made sense of these. Figure 1.4 depicts the categories on which this finding was constructed.
Figure 1.4

Integrated Finding Three: Making Sense of Own Experiences
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main one relates to the interference of symptoms in daily life (Goodwin et al., 2002). If there
was little to no obstruction caused by the OCD symptoms many reported not seeking support
(Belloch et al., 2009; Robinson et al., 2017; del Valle et al., 2017; Williams et al., 2012),
whereas a greater level of interference acted as a motivator to seek support (Belloch et al.,
2009; Pedley et al., 2019; del Valle et al., 2017). Similarly, those who recognised having a
serious problem were more motivated to seek support (Belloch et al., 2009) than those who
were unaware of having OCD (Williams et al., 2012) although this could be altered if there

was a recognition of being different to other people (Pedley et al., 2019). A significant
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change in symptoms acted as an indicating leading to faster help-seeking (Belloch et al.,
2009; Poyraz et al., 2015; del Valle et al., 2017) although some denied the existence of OCD

altogether (Goodwin et al., 2002).

Poor understanding of OCD was a significant barrier to help-seeking with some
thinking that they were crazy (Pedley et al., 2019; Robinson et al., 2017). However, for some
the fear of being crazy motivated help-seeking (del Valle et al., 2017). Some reported that
OCD symptoms were normal in their experience (Pedley et al., 2019; Poyraz et al., 2015; del
Valle et al., 2017) or felt confused about their experience (Robinson et al., 2017). Public
representations of OCD aided in understanding their experiences (Robinson et al., 2017)
which can lead to a recognition of how support could help (Pedley et al., 2019). The lack of
understanding and self-awareness of OCD was identified as a risk factor for not seeking
support (Belloch et al., 2009; Demet et al., 2010) although, one study reported the opposite
with lower insight leading to increased help-seeking (del Valle et al., 2017). It is possible that
education could play a role in the understanding of OCD, but the direction of effect is

conflicted (Belloch et al., 2009; Goodwin et al., 2002).

Once people recognised having a difficulty there was some confusion about the next
steps with reports of uncertainty of how to access support (Goodwin et al., 2002; Marques et
al., 2010; Okasha et al., 2021; del Valle et al., 2017; Williams et al., 2012). Some turned to
religion for support (Okasha et al., 2021) whereas others felt that difficulties would disappear
on their own over time (Belloch et al., 2009; Robinson et al., 2017; del Valle et al., 2017)
which could reflect the difference between avoidant and proactive styles of coping. A key

barrier related to the implications of disclosing symptoms (Burton, 2021) and having a
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diagnosis (Poyraz et al., 2015), however, an optimistic view could motivate help-seeking

(Angst et al., 2005).

Integrated Finding Four: I am Responsible
A reoccurring theme across the studies included related to a sense of responsibility
and interconnectedness with OCD and the symptoms, with Figure 1.5 demonstrating the

construction of this integrated finding.

A sense of independence or personal responsibility (Keyes et al., 2018) experienced
by many with OCD acted as a barrier to treatment. Some felt that they could or should be
able to manage alone (Belloch et al., 2009; Goodwin et al., 2002; Hathorn et al., 2021;
Marques et al., 2010; Poyraz et al., 2015; Robinson et al., 2017; Sravanti et al., 2022) with
one study citing the idea that the individual knew best (Mancebo et al., 2011). Lower levels
of independence were related to an increased likelihood to engage in help-seeking behaviour
(Keyes et al., 2018) which could be caused by a loss of control of symptoms (Belloch et al.,
2009; Pedley et al., 2019). Some reported taking actions to protect others such as isolating
themselves and avoiding talking about their symptoms which acted as a barrier (Burton,
2021; Keyes et al., 2018; Robinson et al., 2017), however, others reported accessing help so

they could protect people (Pedley et al., 2019).

One’s identity being related to OCD (Pedley et al., 2019) acted as a barrier and may
be due to the early onset and resultant habituation to OCD symptoms (Belloch et al., 2009;
Bes jrog1u et al., 2004; Demet et al., 2010; Keyes et al., 2018; Okasha et al., 2021; Perris et
al., 2021). Some held the belief that OCD was needed or was useful (Pedley et al., 2019;
Poyraz et al., 2015) with a reluctant to change that. Additionally, others felt that OCD was
innate (Pedley et al., 2019) or that they were to blame for the symptoms (Burton, 2021).
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However, when OCD altered who they were (Sravanti et al., 2022) or conflicted with

personal values (Al-Solaim & Loewenthal, 2011; Keyes et al., 2018), there was an increased

likelihood to seek support.

Figure 1.5
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The last category related to the implications of OCD such as the diagnostic

permanence or burden (Mancebo et al., 2011; Robinson et al., 2017) which may be tied to

one’s identity, and act as a barrier to help-seeking.

Integrated Finding Five: Helplessness

Studies reported various ways in which individuals felt helpless in relation to their

OCD or that there needed to be additional reasons to seek support. The development of this

integrated finding can be seen in Figure 1.6.

Helplessness was a barrier in the context of severity with people reporting that help

would not work (Goodwin et al., 2002; Mahintorabi et al., 2017; Mancebo et al., 2011;

Marques et al., 2010; Poyraz et al., 2015) or that people could not understand or help (Burton,

2021; Keyes et al., 2018; Robinson et al., 2017; Sravanti et al., 2022). OCD was perceived to

be too severe for help (Mancebo et al., 2011; Perris et al., 2021) or not severe enough
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(Belloch et al., 2009; Mancebo et al., 2011; Robinson et al., 2017; del Valle et al., 2017).

Two studies reported that increased severity was linked with help-seeking (Mancebo et al.,

2011; Mayerovitch et al., 2003; del Valle et al., 2017). However, higher severity made people

feel paralysed by fear (Belloch et al., 2009; Sravanti et al., 2022).

Figure 1.6

Integrated Finding Five: Helplessness
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One factor associated with help-seeking was co-morbid MH difficulties (Angst et al.,

2005; Goodwin et al., 2002; Mayerovitch et al., 2003; Torres et al., 2007) suggesting that

other difficulties are required for support to be provided or that they are easier to identify.

The severity of the comorbid condition was associated with being in treatment (Torres et al.,

2007). Comorbidity was also linked with increased suicidality (Angst et al., 2005).

Crises, such as suicidal thoughts, were linked with increase help-seeking (Angst et a.,

2005; Robinson et al., 2017; Torres et al., 2007) as was the presence of a traumatic event

(Poyraz et al., 2015) or extreme advice (Al-Solaim & Loewenthal, 2011). Fear of symptoms

led some to avoid contact with people while others went on to seek support (Keyes et al.,

2018; Pedley et al., 2019; Robinson et al., 2017).
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Integrated Finding Six: External Support

External support from a variety of sources can be a hindrance or encourager for OCD
help-seeking. Figure 1.7 displays the way in which this integrated finding was constructed.
Figure 1.7
Integrated Finding Six: External Support
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Family and friends can have a positive influence on accessing support (Mahintorabi et
al., 2017) for problems that are persistent in nature (Robinson et al., 2017; Sravanti et al.,
2022) and can aid in developing an understanding of the difficulties (Robinson et al., 2017).
They can accompany people to appointments (Al-Solaim & Loewenthal, 2011) or in some
cases take charge to ensure the correct support is accessed (Al-Solaim & Loewenthal, 2011;
Robinson et al., 2017). However, they may struggle recognising OCD (Robinson et al., 2017,
Keyes et al., 2018) or may be judgemental (Pedley et al., 2019; Sravanti et al., 2022). There
were limited, contradictory findings relating to increased help-seeking and parental education

or having a partner (Demet et al., 2010).

Seeking professional advice can provide reassurance or reduce treatment fears (Al-

Solaim & Loewenthal, 2011; Pedley et al., 2019). The matching of cultural background or
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demographic characteristics with the professional increased trust in their ability which acted
as a motivator to continue with support (Al-Solaim & Loewenthal, 2011). However, some
reported negative experiences in which the professional did not recognise OCD (Sravanti et
al., 2022) or did not understand MH difficulties (Al-Solaim & Loewenthal, 2011) which
created a barrier. Additionally, the belief that the treatment provider was not effective could

lead to disengagement from treatment (Mancebo et al., 2011).

Other sources of external support cited as being helpful were religious beliefs which
enabled people to cope with their MH difficulties (Al-Solaim & Loewenthal, 2011;
Mahintorabi et al., 2017). Religious support was perceived as less judgmental (Al-Solaim &
Loewenthal, 2011; Okasha et al., 2021) and was sought in cases where OCD experiences
were believed to have originated from religious causes (Okasha et al., 2021; Poyraz et al.,
2015). In some instances, this support was perceived to be unhelpful (Al-Solaim &

Loewenthal, 2011; Mahintorabi et al., 2017).

A need for support from peers through online groups or social media was identified
(Keyes et al., 2018), however, there were concerns raised about symptoms being contagious
in these social settings (Pedley et al., 2019) which could result in a worsening of symptoms.
Reassurance from online communities acted as a motivator to help seeking (Robinson et al.,
2017) with a recognition that many people require some form of external encouragement
(Belloch et al., 2009; del Valle et al., 2017). Lastly, one study identified the possibility of
using self-help resources, although these were mostly used by those without comorbid MH

difficulties (Torres et al., 2007).
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Discussion

This systematic review aimed to better understand the barriers and facilitators to help-
seeking for individuals experiencing OCD. Secondary aims for the review were to identify
any factors that may mitigate some barriers, enabling individuals to access support and how
the facilitators can be applied to wider MH services to improve access. The studies included
in this review report on a range of findings from a diverse population. Six integrated findings
were identified to encapsulate the barriers and/or facilitators to help-seeking: treatment
beliefs, stigma, making sense of own experience, I am responsible, helplessness, and external

support.

Treatment Beliefs

Beliefs about OCD, MH, and seeking help were commonly discussed in the reviewed
papers. Research has shown that positive past experiences of support can predict future help-
seeking behaviour (Gulliver et al., 2010; Sherwood et al., 2007) by fostering a sense of
comfort with professionals and challenging negative beliefs (Doll et al., 2021; Mackinnon et
al., 2010). Conversely, negative past experiences with therapy can have enduring adverse
effects (McQuaid et al., 2021). Some beliefs regarding treatments, medication side effects,
and intervention efficacy exist without personal experience (Salaheddin & Mason, 2016).
These beliefs can be persistence and hinder treatment adherence reinforcing existing beliefs
that treatment is ineffective (De Las Cuevas et al., 2018). Belief in treatment effectiveness
significantly contributes to help-seeking behaviours, as highlighted in prominent health
behaviour models (Johnson & Possemato, 2019). Additionally, research demonstrates that
engaging in psychotherapy can lead to improvements in quality of life (Crits-Christoph et al.,
2008), although higher perceived treatment benefits have been associated with lower

treatment utilisation (Lilly et al., 2020).
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Other commonly reported beliefs relate to structural barriers which are recognised as
significant global issues which require attention, although their impact has been debated
(Andrade et al., 2014). The time commitment required for engaging in therapeutic
interventions for OCD, such as 10 sessions of talking therapy or adherence to medication for
12 months as recommended by NICE guidelines (2005), represents a notable structural
barrier. Another commonly reported structural barrier is the perceived financial cost
associated with help-seeking, as well as concerns about treatment coverage by medical
insurance (Mojtabai, 2021). While these barriers are mostly reported in countries without a
nationalised health service, research indicates that individuals in the UK are increasingly
reporting cost as a barrier due to heightened pressures and funding gaps in the NHS
(Salaheddin & Mason, 2016). These pressures can present additional barriers with longer
waiting times and limited intervention availability. Moreover, the process of accessing
support within MH services poses ongoing difficulties, often involving contacting multiple
services, repeating one's story, and encountering potential misdiagnoses or dismissal of
presentations (MacDonald et al., 2021). These complex pathways contribute to delays in

help-seeking (MacDonald et al., 2018) and act as persistent barriers in the future.

Structural factors can also serve as facilitators for help-seeking by providing
individuals with choices in their treatment journey, including the selection of clinicians,
approaches, and trusted characteristics. Choice is considered a fundamental element in
healthcare services, and models like The Choice and Partnership Approach (CAPA) have
integrated it as a core component in MH treatment (York & Kingsbury, 2009). CAPA has
demonstrated effectiveness in child and adolescent services worldwide (Pajer et al., 2022),

with choice influencing service engagement (Laugharne & Priebe, 2006).
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Stigma

Stigma has been defined as a multi-component experience comprised of labelling,
stereotyping, separation, status loss, and discrimination which occurs in a situation with
power (Link & Phelan, 2001). Stigma related to OCD can manifest at different levels:
intrapersonal, involving feelings of shame, guilt, or weakness; interpersonal, encompassing
fears of judgment and experiences of being judged by others; and structural, influenced by
factors such as race and gender (Knaak et al., 2017). Research indicates that these fears can
lead to symptom concealment (Robinson et al., 2017; Sravanti et al., 2022) and subsequent
delays in seeking treatment. The hiding of symptoms has been associated with increased
symptom severity and the endorsement of negative beliefs about support (Wheaton et al.,
2016). Moreover, seeking support necessitates trust, which can be undermined by concerns
about being perceived negatively, experiencing social exclusion (Morgan et al., 2007), or
encountering racism within services (Alang, 2019). Individuals with OCD who experience
contamination, sexual, or violent thoughts may face heightened stigma and social rejection

(Steinberg & Wetterneck, 2017), further impeding their help-seeking efforts.

Research has extensively explored the negative impact of stigma on MH and
utilisation of services. However, recent studies have indicated a decline in stigma levels for
certain MH conditions (Pescosolido et al., 2021). That same longitudinal research
demonstrated that the millennial generation holds more progressive attitudes toward MH
compared to older generations. These positive shifts in societal perceptions may facilitate
easier access to support services for individuals experiencing challenges such as OCD,
without the fear of judgment. Interestingly, this review identified that internal fears of being
labelled as "crazy" or a "bad person" can actually motivate help-seeking behaviours. Kilk et

al. (2019) proposed a theory suggesting that when MH is embraced as part of one’s social
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identity, stigma can serve as a motivator for action, aiming to mitigate the impact of

stigmatising beliefs.

Making Sense of Own Experience

A core aspect to being able to make sense of one’s own experience is the recognition
of a difficulty present. This is one of the central aspects of mental health literacy (MHL)
which is defined by Jorm et al. (1997) as knowledge and beliefs about MH difficulties that
can aid in their recognition, management, and prevention. Research indicates that lower MHL
levels are associated with increased stigma and delays in help-seeking (Tay et al., 2018).
These findings have been linked to higher MH-related mortality rates and poorer recovery
outcomes. Conversely, higher MHL levels are significantly correlated with increased help-
seeking behaviour (Gorczynski et al., 2017). Moreover, increased MHL is associated with
higher educational attainment (Jansen et al., 2018), which, in turn, is positively linked to
increased help-seeking (Mackenzie et al., 2006). This suggests that enhanced education can
facilitate help-seeking for individuals with OCD by fostering awareness of the need for

support.

Recognition of the presence of a difficulty is a crucial component of MHL. However,
research indicates that both the general population and health professionals struggle to
recognise OCD symptoms (Stahnke, 2021). Normative beliefs or the perception of symptoms
as common traits within close-knit social networks may contribute to poor recognition of

OCD, thereby reducing the likelihood of seeking support (Birkel & Reppucci, 1983).

Once an individual is able to recognise the need for support, they must be able to

identify a pathway to seeking help. The COVID-19 pandemic resulted in a notable increase in
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emergency service visits for MH difficulties (Ramadan et al., 2022), as traditional avenues
like primary care providers were unavailable (Dalabih et al., 2022). This emphasises the
importance of establishing clear pathways to MH support, not only for individuals but also

for broader healthcare systems.

I am Responsible

The notion of personal responsibility in managing OCD without seeking support is
another relevant factor. Salkovskis (1996) defines responsibility as the belief in one's ability
to cause or prevent negative outcomes, with potential real-world and moral consequences.
Choudhry et al. (2016) support the association of responsibility with OCD, noting that many
individuals prefer relying on willpower rather than professional assistance. Additionally,
responsibility is a central belief in the CBT maintenance formulation for OCD and plays a

crucial role in the therapeutic intervention (Salkovskis et al., 1998).

The perception of personal responsibility in managing OCD may stem from its
connection to identity and perceived necessity. Pedley et al. (2017) report that a close
relationship to OCD can lead to a decreased belief in recovery. This aligns with the model of
illness identity proposed by Yanos et al. (2010), suggesting that accepting the identity of
having a MH condition positively influences various aspects of recovery. However, conflicts
between symptomatology and identity can expedite help-seeking (Farmer et al., 2012).
Prioritising values such as self-transcendence, openness to change, and conservation has been
associated with increased help-seeking due to a reduction in stigma (Lannin et al., 2020).
High self-reliance is linked to decreased help-seeking (Beukema et al., 2022), with the
inverse being demonstrated within this review. Although it appears that a reduced level of

independence may facilitate help-seeking, this may not be appropriate to encourage in
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Western communities which often promote independence. Instead, social support can mediate

the effects of self-reliance and foster help-seeking behaviour (Ishikawa et al., 2022).

Helplessness

The results relating to helplessness align with existing literature indicating that the
interference of OCD symptoms with daily functioning serves as a motivator for help-seeking
(Mojtabai et al., 2002). The DSM-V (APA, 2013) recognises functional impairment as a key
criterion for diagnosing OCD. Impairment is considered an indicator of severity, associated
with higher distress levels and increased help-seeking behaviour (Cauce et al., 2002). Many
people report beliefs that accessing support requires a high severity of symptoms, possibly
influenced by strict clinical thresholds within MH services. Empirical evidence supports the
relationship between symptom severity, help-seeking behaviour (Aldalaykeh et al., 2019;
Doll et al., 2021; Richardson & Rabiee, 2001), and reduced waiting times for treatment
(Edbrooke-Childs & Deighton, 2020). However, relying on symptoms worsening to meet the
threshold for seeking support may pose increased risks. Findings regarding the impact of
suicidality on help-seeking are conflicting, with some studies suggesting little to no effect
(Lueck, 2021). Other research indicates that suicidality can facilitate help-seeking (Biddle et
al., 2004), yet it may lead to passive engagement in services (Han et al., 2018). Despite the
association between increasing severity and treatment probability, 35.5% to 85.4% of
individuals worldwide with severe MH difficulties remain untreated (Demyttenaere et al.,

2004).

Comorbidity is a contributing factor to the perceived severity of MH needs, with MH
difficulties predicting the development of further MH problems (Plana-Ripoll et al., 2019).

The compounding effects of multiple difficulties negatively impact quality of life and
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perceived impairment, leading to increased help-seeking (Chiang et al., 2021). However,
findings on the impact of psychiatric comorbidity on help-seeking are conflicting, with some
presentations showing a positive effect while others show no effect (Magaard et al., 2017).
These differences may be influenced by the recognisability of common MH issues and
reduced stigma surrounding them, enabling more open discussions with professionals.
Additionally, the higher rates of helplessness in OCD (Sun et al., 2015) and lower rates of
remission (Burchi et al., 2018) may contribute to the perception that help is ineffective.
Henshaw and Freedman-Doan (2009) propose that the belief in treatment ineffectiveness and
the notion that difficulties must be severe are inhibitory help-seeking factors based on the

Health Belief Model (HBM; Becker, 1974).

External Support

Professionals are a source of support, however there are reports of poor recognition of
OCD resulting in misdiagnosis, inappropriate medication, and worsening of OCD (Stahnke,
2021). General Practitioners (GPs) face challenges in confidently recognising MH, resulting
in a reluctance to diagnose specific conditions (Ford et al., 2016; Sinnema et al., 2018). Trust
in GP services has declined in recent years, potentially influenced by decreased face-to-face
appointments due to increased pressures (NHS England, 2022). Trust is crucial for
establishing a positive therapeutic relationship (Laugharne & Priebe, 2006), and has a
bidirectional association with the therapeutic process, influencing engagement with MH
treatments (Maidment et al., 2011). The combination of inadequate trust and difficulties in
recognising OCD symptoms can hinder individuals from receiving necessary support, leading

to disengagement from interventions and avoidance of future help-seeking.
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The HBM of healthcare utilisation indicates a role for external sources, such as media
or family, acting as cues for action and motivating help-seeking (Henshaw & Freedman-
Doan, 2009). Social networks have been found to encourage the initiation of help-seeking
with higher levels of trust and stronger relationship ties producing better care responses
(Green & Pescosolido, 2023). These support the theory proposed by Freidson (1960) which
states that help-seeking is a process that involves navigating through various consultants,
from intimate family members through more distant lay people until a professional is
reached. This suggests a reliance on medical service knowledge held by close contacts

(Rogler & Cortés, 1993).

Religious beliefs may perpetuate the idea of personal responsibility with some leaders
attributing MH difficulties to signs of weakness or poor engagement with religious practices
(Ali & Milstein, 2012; Payne, 2009). Religious individuals are also more likely to report
lower levels of trust in MH systems and experience an increased concern about the stigma of
MH (Nakash et al., 2019), indicating the effect of religiosity as a barrier. However,
individuals often report a preference to meet with professionals from the same cultural
background (Marsella, 2011) which supports a greater understanding of the cultural impacts
of the difficulties. This improved understanding has been found to be a significant factor in

treatment engagement (Chu et al., 2022).

Clinical and Research Implications

One intriguing finding from this review is the continuum nature of barriers and
facilitators in relation to OCD symptoms and the initiation of help-seeking. The severity of
OCD symptoms influenced individuals’ perceptions of whether their symptoms were too

severe or not severe enough to engage in CBT (Mancebo et al., 2011). This highlights the
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importance of considering the strength of effect on an individual when assessing barriers and
facilitators. This perspective aligns with the shift in psychological practice from a diagnostic
model to a continuum model of MH, emphasising the fluidity of symptoms and their impact

(Keyes, 2002).

The adoption of a continuum model of MH has several advantages. It is associated
with lower levels of stigma and can help reduce public stigma surrounding MH issues (Peter
et al., 2021). Furthermore, this model has been linked to more positive treatment outcomes
(Persson et al., 2021) and is applicable across the lifespan (Westerhof & Keyes, 2010). The
continuum approach aligns with the stepped care model recommended by organisations like
NICE (2011) which suggests tailoring interventions to match individuals' changing needs.
This approach has been embraced by major MH support services and has informed
governmental guidance documents worldwide (Cross & Hickie, 2017; National Assembly for
Wales, 2010; National Psychological Therapies Management Committee, 2017). This
approach provides a flexible framework that can be adjusted to meet the evolving needs of

individuals, with intensity of intervention increasing in line with changes in the need.

This review underscores the significance of reducing stigma surrounding OCD and
MH issues, as it serves as a major barrier to accessing support for individuals. Efforts to
reduce stigma have gained recognition in the UK Parliament with the Mental Health
(Discrimination) Bill (2014) and collaborative charity initiatives like Time to Change (2019).
Increasing social contact between equal status individuals with and without MH conditions is
an effective stigma-reduction strategy (Thornicroft et al., 2016). Another avenue to tackle
stigma is to enhance knowledge and understanding of MH conditions through the provision

of information (Simmons et al., 2017). However, limited research exists regarding stigma
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reduction interventions for OCD. Given the substantial number of individuals with OCD who
do not seek help and the profound impact of stigma, it is crucial to prioritise research in this

arca.

Furthermore, MHL research proposes that improvements to knowledge,
understanding, and recognition of MH difficulties can lead to prevention and better
management (Tay et al., 2018). Interventions targeted at improving MHL have shown some
signs of effectiveness with additional positive effects to stigma (Fretian et al., 2022) although
the impact to help-seeking is limited (Brijnath et al., 2016) with school-based interventions
reporting no strong evidence of change (Yan et al., 2022). Further research might target MHL

interventions which would be a beneficial contribution to the research base.

The review emphasises the significance of religious and cultural understandings in
motivating help-seeking behaviours. Healthcare services have increasingly recognised the
importance of cultural competence in treatment provision and have implemented cultural
competence training programs aimed at improving awareness, knowledge, skills, desire, and
encounters related to diverse cultures (Stubbe, 2020). However, limited evidence exists
regarding the effectiveness of these training programs, potentially due to a lack of data

collection rather than the impact of the training itself (Bhui et al., 2007).

Regarding religious understanding, this review highlights that religious leaders may
serve as the initial point of contact for individuals experiencing MH difficulties, as they are
often perceived as less stigmatising than medical services. Some research has demonstrated
successful integration between religious groups and MH services (Singh et al., 2012), with

certain studies reporting a positive relationship between participation in formal, social
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religious practices and the utilisation of MH services (Harris et al., 2006). Considering these
findings and the information presented in this review, integrating MH support with local

religious groups may be beneficial for individuals experiencing OCD.

Collaboration with local communities can extend beyond cultural or religious
contexts. The emphasis on personal responsibility among individuals experiencing OCD,
highlighted in this review, and supported by the CBT formulation of OCD (Salkovskis,
1996), suggests a potential need for community-based interventions to reduce this sense of
responsibility and facilitate access to support. For wider MH presentations, various promising
interventions have been explored across different socio-ecological levels, ranging from parent
and family support to initiatives within the criminal justice system (Castillo et al., 2019). One
potential form of community intervention is the integration of MH services with primary care
provisions which has demonstrated increased access to care and improved health outcomes
(Funk et al., 2008). Additionally, it enhances staff satisfaction by fostering collaboration
between services, particularly in areas such as assessment or triage (Vickers et al., 2013). By
integrating MH services within primary care, individuals experiencing OCD and other MH
difficulties can benefit from a more comprehensive and coordinated approach to their care

within their local communities.

Strengths and Limitations

One limitation concerns the exclusion of non-English language studies as there were
restrictions on translation abilities such as time and financial constraints. However, only three
papers were excluded because of this restriction which, alongside the diverse range of studies

included, suggests that this limitation had little impact on the findings presented.
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A strength of this review is the use of the mixed methods approach as it allowed for
the integration of a range of research methodologies which in turn, facilitated the
development of richer findings (Bressan et al., 2017). Using a mixed approach incorporates
the strengths from both qualitative and quantitative methodologies while balancing some of
the weaknesses in order to answer a complex issue of help-seeking within OCD (Tariq &
Woodman, 2013). Mixed methods approaches have been used with similar review questions
as it allows for the broad, cross-sectional, quantitative research to aid in understanding the
wider OCD population, which is then supported by smaller, more detailed qualitative findings
(Johnston et al., 2021). Furthermore, the use of the JBI approach to mixed methods reviews
aids in avoiding some of the common issues with similar style reviews (Lizarondo et al.,

2022).

One additional limitation of this review may concern the quality appraisal process
used. The appraisal tool used ensured consistency in ratings and was a brief tool, however, an
alternative quality appraisal measure may have been used to facilitate a more detailed
assessment of the extant literature. Furthermore, the quality of the papers could have been
considered in relation to the themes, with those of higher quality having increased weight

within the findings.

Although supervision was used throughout the development of the findings within
this review, there was no second reviewer to check the reliability of the analysis which
presents as a limitation of the review. As such, the findings should be treated with a degree of

caution.
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Finally, there is an underrepresentation of specific types of OCD (e.g., paedophile
OCD) which may experience different barriers to accessing support. Some of these
presentations are accompanied by significantly higher levels of stigma, thus preventing them
from being included in initial research and having a snowball effect of not being included in

wider reviews or policy guidelines.

Conclusion
This review, following the JBI convergent integrated approach to mixed methods

review guidelines, found a range of barriers and facilitators to help-seeking for those
experiencing OCD symptoms. These ranged from stigma, which further supported the
findings within the wider literature, to broader recognition of OCD symptoms. The barriers
highlighted within this review have broad clinical implications for individual therapeutic
interventions and wider, community-based strategies. Further research may be required to

evaluate the efficacy of strategies to reduce barriers to help-seeking.
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Abstract
Objectives
It is estimated that up to 15% of the population will experience an auditory hallucination with
many of these taking the form of voices. Hearing voices has been frequently associated with a
historic traumatic experience, however, many people who hear voices do not seek support.
Two hypothesised differences are in relation to psychological flexibility and resilience. This
study aimed to explore the differences between care-seeking (CSVH) and non-care seeking
voice hearers (NCSVH) in relation to these two variables alongside auditory hallucination
distress and trauma.
Methods
One-hundred-and-forty-nine adult voice hearers (81.21% female, 88.59% aged 18-24 years,
76.51% white) were recruited online to complete self-report measures relating to trauma,
voice-related distress, psychological flexibility, and resilience.
Results
CSVH reported significantly higher levels of voice and trauma related distress. CSVH were
more likely to report repeated exposure to the same traumatic event, however, the total
number of different traumatic experiences did not differ compared to NCSVH. NCSVH
scored significantly higher on most areas of psychological flexibility apart from valued action
where there was no significant difference. Similarly, NCSVH scored higher on most aspects
of resilience aside from family cohesion and structured style where there was no significant
difference.
Conclusions
These findings support the use of a range of therapeutic interventions, such as cognitive

behavioural therapy, family therapy, acceptance and commitment therapy, to support voice



hearers and reduce the need to seek support in the future. Further research in this area could

investigate the direction of relationship between these variables.

Keywords: hearing voices, psychological flexibility, resilience, trauma, care seeking.
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Introduction

Hallucinations are perceived sensory experiences that occur in the absence of an
external stimulus. Commonly, hallucinations have been associated with clinical mental health
diagnoses, in particular under the umbrella term of schizophrenia spectrum and other
psychotic disorders in the Diagnostic and Statistical Manual of Mental Disorders, Fifth
Edition (American Psychiatric Association; APA, 2013). These psychiatric conditions are
categorised as severe and enduring and have been frequently associated with an increased
risk of suicide (Sher & Kahn, 2019) as well as historically being referred to as a “dreadful
condition” due to the perceived detrimental impact upon an individual’s life. (Bentall &
Morrison, 2002). It is recognised that hallucinations can occur in a wider range of mental and
physical health conditions including, but not limited to, affective disorders, Alzheimer’s
disease, borderline personality disorder, alongside some eye and ear conditions (Chaudhury,
2010; Thakur & Gupta, 2021; Waters et al., 2018). Over recent years, the psychological
community have begun to increasingly adopt a continuum-based approach to mental health
experiences, with this being applied to psychosis and the accompanying symptomology with
experiences in the general population ranging from sub-syndromal to clinically significant
(DeRosse & Karlsgodt, 2015). This move to recognise that hallucinations are a part of the
wider human experience has been supported by research estimating a prevalence rate of
between 6-15% for all types of hallucinations which is significantly greater than the rate for

psychotic disorders (Blom, 2012; Linscott & van Os, 2012).

Auditory hallucinations have been repeatedly reported to be the most common
sensory modality for hallucinations (Ivana & Dunja, 2021; Lim et al., 2016) most frequently
taking the form of voices (Linszen et al., 2022) also referred to as auditory verbal

hallucinations (AVH; Waters, 2010). It is estimated that around between 5-15% of the

113



general population will experience some form of auditory hallucination during their lifetimes
with particular peaks during childhood and adolescence (Cooke, 2017; Johns et al., 2014;
Krakvik et al., 2015; Maijer et al., 2017). The movement to a continuum model for
hallucinations de-pathologises voice hearing which in turn opens the door to a variety of
research into the differences between care-seeking voice-hearers (CSVH) and non-care-
seeking voice hearers (NCSVH). Johns et al. (2014) reported that individuals receiving
support from mental health services and those that do not, share similarities in the underlying
mechanisms of their AVH but also demonstrate key differences in behavioural response and
emotional valence. These may lead to several differences including increased levels of

distress which has been found to be a key differentiator between CSVH and NCSVH.

There are many different explanations for AVH including a range of neurological
mechanisms (Hugdahl, 2009; Hugdahl, 2017; Hurlemann et al., 2007; Kompus et al., 2011),
however, there appears to be a lack of specific clarity regarding their role and long-term
reduction of auditory hallucinations. Alternatively, significant research has investigated some
of the environmental and psychological factors leading to the experience of AVH. One of the
possible explanations for AVH is social isolation and withdrawal especially in vulnerable or
older adult populations, as the lack of sensory stimulus may prompt the occurrence of
compensatory stimulation of the perceptual network in an effort to meet the needs of the
individual (Hoffman, 2007). Hypervigilance, especially in the context of anxiety, has been
reported to be another factor in the persistence of AVH as there is a reduced barrier for
perceiving ambiguous information as real alongside a heightened awareness for new stimuli
(Campbell & Morrison, 2007). Research has demonstrated that individuals who view AVH as
culturally viable, such as in religious contexts, may engage in training or purposeful

cultivation of experiences in which these hallucinations occur including mental imagery work
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and prayer, however these experiences are often associated with a reduced level of distress in
comparison to AVH occurrences in psychosis (Luhrmann, 2012; Luhrmann, 2017; Luhrmann

etal., 2013).

The most highly researched explanation of the occurrence of AVH is in the area of
trauma. A wealth of research has found a significantly higher rates of traumatic experiences
and related psychological sequelae in populations experiencing psychosis when compared
with the general population (Bebbington et al., 2004). Research has demonstrated that even in
the non-clinical groups, traumatic events can trigger hallucinatory experiences with around
80% of recently bereaved reporting a hallucination relating to their loved one within the first
month following their passing (Grimby, 1993). Traumatic experiences, especially those in
childhood, are thought to contribute to the development of AVH with 70% of voice hearers
first hallucinatory experience occurring following a traumatic event (Romme & Escher,
1989). A large-scale population study reported that the risk of experiencing AVH doubles if
there is an exposure to traumatic events during childhood (Whitfield et al., 2005). These
traumatic events can range from bullying (Arseneault et al., 2009; Lardinois et al., 2010) to
sexual abuse (Read et al., 2005). Daalman et al. (2012) investigated this further reporting that
both care seeking voice hearers and non-care seeking voice hearers experienced more sexual
and emotional abuse during their childhood than the healthy controls, however, no difference
in the occurrence of traumatic experiences was found between the two groups of voice-
hearers. As psychological distress associated with traumatic events leads to a higher
prevalence of AVH, developing an understanding of the factors that may shield against said
distress could guide future treatment interventions. This combined with the awareness of the
differences between CSVH and NCSVH could support in the adaptation of service provision

(Brettet al., 2014; Johns et al., 2014).
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One hypothesised difference between CSVH and NCSVH is their level of
psychological flexibility. Psychological flexibility is defined as the measure of how an
individual adapts to fluctuating situational demands, reconfigures mental resources, shifts
perspective, and balances competing desires, needs, and life domain (Kashdan and
Rottenburg, 2010). These flexible processes are often absent in many forms of
psychopathology, and therefore it is thought that psychological flexibility may act as a
protective factor for many individuals. This has been shown to be significant for voice-
hearers as experiential avoidance, a key process in Acceptance Commitment Therapy which
is based on the development of psychological flexibility, has been associated with distress
related to AVH (Varese et al., 2016). Psychological flexibility has also been found to act as a
mediator between early life trauma and psychological symptoms of depression and PTSD
(Richardson & Jost, 2019) as well as reduce the effects of PTSD symptoms (Dutra & Sadeh,

2018).

Another possible difference is related to resilience which is a term frequently used in
the field of psychology and mental health and can be defined as ‘the act of rebounding or
springing back’ (Oxford University Press, 2010). However, this definition can be viewed as
reductionist, missing impactful components. An alternative definition has been suggested to
define it as ‘the potential to exhibit resourcefulness by using available internal and external
resources in response to different contextual and developmental challenges’ (Pooley &
Cohen, 2010). Research has found that there is a genetic, epigenetic, neuroanatomical, and
neurochemical component to resilience (Feder et al., 2010) and has been examined
extensively in participants with PTSD through neuroimaging studies (New et al., 2009). On a

behavioural and psychological level, it is suggested that resilience is a key factor in
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understanding how individuals manage stress (Connor, 2006) with resilient coping found to
be the most common response to possible traumatic events instead of a recovery pathway

(Bonanno, 2005).

Current research has identified that resilience and psychological flexibility can
significantly impact an individual’s experience following a traumatic experience. When
combined with the evidence that experiences of trauma increase the risk of developing AVH,
it may be inferred that resilience and psychological flexibility may reduce the level of distress
experienced by an individual following a traumatic experience. This would, in turn, be
expected to reduce the severity of AVHs experienced. The improved understanding of these
connections may inform future treatments provided to individuals who hear voices.

One of the central theories that underpins this research is the dissociation model of
hallucinatory experiences (Longden et al., 2012; Moskowitz & Corstens, 2008). This theory
suggests that AVH should be viewed more as a dissociative experience than a psychotic one
as it may serve a protective function following traumatic experiences. An additional theory
supporting this research is the cognitive appraisal of coping outlined within cognitive
behavioural theory. This posits that individuals assess and respond to stressors based on their
subjective evaluations, leading to the selection of coping strategies and emotional responses,
with the outcome influenced by ongoing reappraisal. The last main theory upon which this
research is based, relates to psychological flexibility as adapted from Acceptance and
Commitment Therapy (Hayes et al., 1999). It is suggested that those with greater
psychological flexibility have an improved capacity to adaptively cope with challenging
situations through accepting, mindfully observing, and aligning one's values to guide
purposeful actions while maintaining emotional regulation and a flexible problem-solving

approach.
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The aim of this research is to explore psychological wellbeing factors in the context of
care seeking and non-care seeking voice hearers who have experienced one or more traumatic
events. To do so, a cross-sectional methodological design was employed with an online
survey-based approach to examine differences between these groups in levels of

psychological flexibility and resilience. The following hypotheses are addressed in this study:

1. Non-care-seeking voice-hearers will report a significantly lower level of AVH distress
than care-seeking voice-hearers.

2. Non-care-seeking voice-hearers will report a significantly lower level of trauma than
care-seeking voice-hearers.

3. Non-care-seeking voice-hearers will report a significantly higher level of
psychological flexibility than care-seeking voice-hearers.

4. Non-care-seeking voice-hearers will report a significantly higher level of resilience

than care-seeking voice-hearers.
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Table 2.1

Demographic Information of Participants

CSVH NCSVH Total
(n=51) (n=98) (n=149)
% % n %
Gender
Female 39 76.47 82 83.67 121 81.21
Male 10 19.61 13 13.27 23 15.44
Non-binary / third gender 2 3.92 2 2.04 4 2.68
Prefer to self-describe 0 .00 1 1.02 1 0.67
Age
18-24 years old 39 76.47 93 94.90 132 88.59
25-34 years old 7 13.73 3 3.06 10 6.71
35-44 years old 2 3.92 1 1.02 3 2.01
45-54 years old 3 5.88 0 0.00 3 2.01
No response 0 .00 1 1.02 1 .67
Education
Completed primary school 0 .00 1 1.02 1 .67
Completed secondary school 15 2941 33 33.67 48 32.21
Some university but no degree 22 43.14 54 55.10 76 51.01
University bachelor’s degree 6 11.76 1 1.02 7 4.70
Graduate or professional degree (MA, 5 9.80 3 3.06 8 5.37
MS, MBA, PhD, JD, MD, DDS)
Vocational or Similar 3 5.88 4 4.08 7 4.70
Prefer not to say 0 .00 1 1.02 1 .67
No response 0 .00 1 1.02 1 .67
Ethnicity
Asian (Indian, Pakistani, Bangladeshi, 4 7.84 10 10.20 14 9.40
Chinese, any other Asian background)
Black/African/Caribbean 4 7.84 0 .00 4 2.68
Mixed two or more ethnic groups 3 5.88 4 4.08 7 4.70
Other (Arab or any others) 1 1.96 3 3.06 4 2.68
White 36 70.59 78 79.59 114 76.51
Prefer not to say 3 5.88 2 2.04 5 3.36
No response 0 .00 1 1.02 1 .67
Employment Status
A homemaker or stay-at-home parent 0 .00 1 1.02 1 .67
Retired 1 1.96 0 0.00 1 .67
Student 25 49.02 77 78.57 102 68.46
Unemployed and looking for work 2 3.92 3 3.06 5 3.36
Working full-time 5 9.80 3 3.06 8 5.37
Working part-time 17 33.33 12 12.24 29 19.46
Other 1 1.96 1 1.02 2 1.34
No response 0 .00 1 1.02 1 .67
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Methods

Participants

A total of 181 participants agreed to take part in this questionnaire-based study
through the completion of an online consent form. The majority of these participants were
recruited through the Cardiff University Experimental Management System for
undergraduate psychology students (n = 150, 82.87%). Of those who completed the consent
form, 82.32% completed all questions within the study, with 17.68% being excluded as they
completed less than 90% (less than 68%) of the research questions. Data from the remaining
149 participants was included in further analysis. These participants were allocated to one of
two groups, care-seeking voice hearers (CSVH; n = 51, 34.23%) or non-care seeking voice
hearers (NCSVH; n = 98, 65.78%). Allocation to the CSVH group was based on the
participants having sought support from mental health services for their voices in the past 6
months. No information was gathered regarding mental health diagnoses as it was possible
that NCSVH would not have received a diagnosis, therefore, contact with mental health
services was thought to be a more valid indicator. Demographic information for the total

sample alongside the CSVH and NCSVH groups are displayed in Table 2.1.

Measures

Basic demographic information was collected with a study specific questionnaire
which included gender (male, female, non-binary, write-in box), age, ethnicity, education,
employment status, contact with mental health services in the past 6 months, and the mental

health service contacted, if at all.

The Trauma and Life Events Checklist (TALE) is a 20-item questionnaire

encompassing a range of traumatic events across the lifespan (Carr et al., 2018; see Appendix
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E). The TALE was designed as a measure aimed to improve trauma-informed care in
psychosis services, and as such it includes items relating to hospital admission and common
psychotic symptoms. Research has demonstrated that the TALE has good convergent and
construct validity when compared to existing trauma measures alongside good temporal
stability (k = .43 — 1.00). It is also the only trauma measure that includes events specific to

psychosis such as hospitalisations or unusual experiences.

The Auditory Vocal Hallucination Rating Scale Questionnaire (AVHRS-Q) has 17
items, the majority of which are rated on a four- or five-point scale, with two items rated on a
ten-point scale (Steenhuis et al., 2019; see Appendix F). The AVHRS-Q was developed from
the Auditory Vocal Hallucination Rating Scale (AVHRS) which is a structured interview
aimed at collecting detailed information regarding hearing voices over the past month (Jenner
& Van der Willige, 2002). The AVHRS collects a range of information regarding the voices
experienced including the qualitative characteristic, the severity, the content and form, and
the number of voices which was unique compared to other common voice hearing measures.
The AVHRS-Q has a strong correlation (r = .90) with the AVHRS, suggesting the developed
questionnaire measure is a valid measure and was found to measure auditory hallucination
severity distinct from general psychological distress. Additionally, the original Dutch version
has been reported to have good internal consistency (o = .78 - .87) and has since been

translated into multiple languages, including the English version used in this study.

The Resilience Scale for Adults (RSA) is a multi-dimensional 33-item measure, each
item using a 5-point Likert response, comprised of six factors which can be analysed as
separate subscales: perception of self, perception of future, social competency, social

resource, family cohesion, and structured style (Friborg et al., 2003; see Appendix G). The
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original Norwegian version has been found to have adequate reliability (o = .70 - .85) and
was able to differentiate between healthy controls and those requiring additional support. The
RSA has been translated into a variety of languages and used across the world, with research
demonstrating good cross-cultural validity and supporting the original reports of internal

consistency (Hjemdal et al., 2011; Hjemdal et al., 2015).

The Comprehensive assessment of Acceptance and Commitment Therapy
(CompACT) is a 7-point Likert based measure with 23 items (Francis et al., 2016; see
Appendix H). The CompACT was developed as a questionnaire that covered all aspects of
the acceptance and commitment therapy hexaflex (Hayes et al., 2011). and was a true
measure of psychological flexibility, whereas the measures that came before it focused on
psychological inflexibility. The CompACT is comprised of three subscales, each
encapsulating two aspects of psychological flexibility: openness to experience, behavioural
awareness, and valued action. It has been found to measure all of the six processes of
psychological flexibility and has been demonstrated to have good reliability, validity,
convergent validity, and concurrent validity. Additionally, it has no significant correlation
with social desirability which improves the trust in the measure. The questionnaire has been
translated into a variety of languages, with research demonstrating the maintenance of good

content validity (Giovannetti et al., 2022; Musa et al., 2022).

Procedure

Ethical approval was gained from the Cardiff University School of Psychology Ethics
committee (EC.22.02.08.6528R2A; see Appendix I). As this study required participants to
think back to any traumatic events they experienced, ethical considerations were made to

limit the distress or any impact it may have had. To reduce the risk of distress and re-
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traumatisation being caused, the questionnaire to measure the traumatic experiences, TALE,
was selected as it requires the minimum amount of information regarding the traumatic event
to be able to complete accurate analysis of the data. This questionnaire has been used by
some of the leading researchers in the field of trauma and psychosis with no re-traumatisation
or negative impacts on participants reported (Campodonico et al., 2021). Additionally, it was
recognised that requesting individuals to focus on their auditory hallucinations through the
answering of questionnaires may result in the intensity of the hallucinations increasing. To
ensure these risks were managed appropriately, a self-care and support document was made
available at the start and end of the study which included contact details for support services,

alongside self-help resources, and online links (see Appendix J).

Participants were recruited from December 2022 to April 2023 through experience
sampling via a range of sources. Key services across the UK who support individuals who
hear voices were contacted via email to advertise the study which included Hearing Voices
Networks, spiritualist organisations, and hearing voices research groups. The study was also
advertised through social media services such a Twitter and Reddit with some posts being
promoted or shared by relevant individuals. Leading researchers in the area were contacted to
seek advice around recruitment and to request them to share the research where possible.
Participants were also recruited through online research participation services such as Call for
Participants and Survey Circle. Finally, the Cardiff University Experimental Management
System was used to recruit psychology students at the university. Inclusion criteria alongside
the study information (see Appendix K), consent form (see Appendix L), debrief (see
Appendix M), and questionnaires were all distributed and hosted on Qualtrics, a secure online

research platform. Those who consented to take part were presented with the option of
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receiving university credits as compensation or to be entered into a raffle to win one of six

Love2Shop vouchers worth up to £50.

Statistical Analysis

An a priori power analysis was calculated using G*Power version 3.1 for Mac (Faul
et al., 2007) to establish the minimum sample size required to achieve 80% power, at a
significance criterion of a = .05. The results demonstrated that N = 51 was needed for #-tests

to be conducted to investigate the differences between the CSVH and NCSVH groups.

Data analysis was conducted using IBM SPSS Statistics (version 27) for Mac and
Windows. To assess the normality of the data, a Shapiro-Wilk test was used with
comparisons against Q-Q plots where there were possibilities of non-normal distributions. To
improve the confidence in the normality of the data, 95% percentile bootstrap confidence
intervals were used based on 1,000 bootstrap samples. Homogeneity of variance was also
assessed initially using Levene’s test, with confirmation using Hartley’s Fimax. To test the
hypotheses, #-tests were conducted to establish the differences between the CSVH and
NCSVH groups. Due to multiple tests being carried out, a more conservative o = .01 was
used, with the results from these tests being used to calculate the strength of effect. Cohen’s d
of .50 and over indicates a large effect size, with over .30 demonstrating a medium effect, and
above .10 being small. When evaluating the internal consistency of the measures using
Cronbach’s alpha, the criteria of above .90 demonstrates excellent internal consistency, over
.80 is good, above .70 is acceptable, over .60 is questionable, above .50 is poor, and anything

below .50 is viewed as unacceptable.
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Results
Hypothesis 1 - Non-care-seeking voice-hearers will report a significantly lower level of
AVH distress than care-seeking voice-hearers .

The AVHRS-Q consisted of 17 items and was found to have good internal
consistency (o = .89). The variance of the data was assessed using a Levene’s test which
identified that the variances between the CSVH and NCSVH groups on the AVHRS-Q
severity (F(1, 147) =15.04, p = <.001) was unequal. This was ratified by comparing it to
Hartley’s Fmax(50) = 3.22 confirming that equal variances will not be assumed and should be

reflected in the ¢-test results.

On average severity of voices, as recorded by the AVHRS-Q overall distress score,
was significantly higher in the CSVH group (M = 4.08, SE = .53) than in the NCSVH group
(M=2.03, SE = .21) #66.56) = 3.59, p = <.001, with a difference of 2.05, BCa 95% CI [.86,

3.10] and represented a large effect size, d = .97.

Hypothesis 2 - Non-care-seeking voice-hearers will report a significantly lower level of
trauma than care-seeking voice-hearers.

The TALE consisted of 22 items and was found to have acceptable internal
consistency (o = .74). Hartley’s Fmax which identified that the variances between the CSVH
and NCSVH groups on the count of traumatic events still affecting participants (F(1, 147) =
6.29, p = .013) was unequal, and as such, equal variances will not be assumed and reported in

the #-test results.

The CSVH group reported still being affected by more of the traumatic events (M =

2.59, SE = .38) than the NCSVH group (M = 1.51, SE = .18). This difference, 1.08, BCa 95%
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CI [.24, 1.95], was not statistically significant #(72.79) = 2.57, p = .012, but it did represent a
moderate effect size d = .61. The distress currently experienced from these traumatic events
was higher in the CSVH group (M = 5.78, SE = .44) than the NCSVH group (M = 4.00, SE =
.29). This difference, 1.78, BCa 95% CI [.72, 2.80], was statistically significant #(147) = 3.46,

p =<.001, which also represents a moderate effect size d = .61.

The response rates to individual traumatic experiences can be seen in Table 2.2. There
was a difference in the number of repeated exposures to trauma with the CSVH group
experiencing more traumatic events that repeated (M = 4.90, SE = .57) than the NCSVH
group (M = 3.32, SE = .30). This difference, 1.59, BCa 95% CI [.29, 2.91], was statistically
significant #(147) = 2.72, p = .007, which represents a moderate effect size d = .54.
Furthermore, CSVH experienced more of the 20 different traumatic events (M = 6.73, SE =
.67) than the NCSVH group (M = 5.16, SE = .37). However, this difference, 1.56, BCa 95%
CI [.09, 3.13], was not statistically significant #(147) = 2.24, p = .027, which represents a

moderate effect size d = .43.
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Table 2.2

Response Counts and Percentages for the TALE

CSVH NCSVH Total

Event No Yes % No Yes % No Yes %
1. Exposure to war, either in the military or as a 94 4 4.08 49 2 3.92 143 6 4.03
civilian?
2. Loss of, or permanent separation from 72 26 26.53 39 12 23,53 111 38 25.50
someone close to you such as a parent or
caregiver?
3. A period of separation from someone close to 64 34 34.69 31 20 39.22 95 54 36.24
you such as a parent or caregiver?
4. Sudden or unexpected move or change in 71 27 27.55 30 21 41.18 101 48 32.21
circumstances?
5. Bullying or harassment at school, work or on 48 50 51.02 21 30 58.82 69 80 53.69
the street?
6. Discrimination at school, work or on the 70 28 28.57 35 16 31.37 105 44  29.53
street?
7. Someone close to you insulting you, putting 52 46 46.94 26 25 49.02 78 71 47.65
you down or humiliating you?
8. Someone close to you being physically violent 72 26 26.53 34 17 33.33 106 43 28.86
or aggressive towards you?
9. Witnessing physical violence or verbal 61 37 37.76 31 20 39.22 92 57 38.26
aggression in your home?
10. Someone you did not know being physically 87 11 11.22 41 10 19.61 128 21 14.09
violent or aggressive towards you?
11. Feeling unsafe, unloved, or unimportant 67 31 31.63 25 26 50.98 92 57 38.26
during childhood?
12. Going hungry or thirsty, not having clean 95 3 3.06 47 4 7.84 142 7 4.70
clothes or a safe place to stay during childhood?
13. Someone having any sexual contact with you, 73 25 2551 33 18 35.29 106 43 28.86
before your 16th birthday, that either at the time
or looking back on it now was unwanted?
14. Someone having any sexual contact with you, 60 38 38.78 26 25 49.02 86 63 42.28
since your 16th birthday, that either at the time
or looking back on it now was unwanted?
15. Unusual experiences, such as hearing voices, 62 36 36.73 24 27 52.94 86 63 42.28
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 73 25 25.51 30 21 41.18 103 46 30.87
in danger or were strange or embarrassing?
17. Contact with mental health services (e.g., 90 8 8.16 42 9 17.65 132 17 1141
being admitted to hospital) that involved
threatening or upsetting events?
18. Any other contact with health or criminal 87 11 11.22 42 9 17.65 129 20 13.42
justice services which was upsetting or
frightening?
19. Any other events that were accidental or did 89 9 9.18 38 13 2549 127 22 14.77
not involve people intending to cause you harm?
20. Apart from the above, has anything else 67 31 31.63 33 18 35.29 100 49 32.89
happened in your life that you found distressing?
21a. Do any of the events you have mentioned, 48 50 51.02 16 35 68.63 64 85 57.05

still affect you now?
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The response rates to individual traumatic experiences can be seen in Table 2.2. There
was a difference in the number of repeated exposures to trauma with the CSVH group
experiencing more traumatic events that repeated (M = 4.90, SE = .57) than the NCSVH
group (M = 3.32, SE = .30). This difference, 1.59, BCa 95% CI [.29, 2.91], was statistically
significant #(147) = 2.72, p = .007, which represents a moderate effect size d = .54.
Furthermore, CSVH experienced more of the 20 different traumatic events (M = 6.73, SE =
.67) than the NCSVH group (M = 5.16, SE = .37). However, this difference, 1.56, BCa 95%
CI [.09, 3.13], was not statistically significant #(147) = 2.24, p = .027, which represents a

moderate effect size d = .43.

The response rates to individual traumatic experiences can be seen in Table 2.2. There
was a difference in the number of repeated exposures to trauma with the CSVH group
experiencing more traumatic events that repeated (M = 4.90, SE = .57) than the NCSVH
group (M = 3.32, SE = .30). This difference, 1.59, BCa 95% CI [.29, 2.91], was statistically
significant #(147) = 2.72, p = .007, which represents a moderate effect size d = .54.
Furthermore, CSVH experienced more of the 20 different traumatic events (M = 6.73, SE =
.67) than the NCSVH group (M = 5.16, SE = .37). However, this difference, 1.56, BCa 95%
CI [.09, 3.13], was not statistically significant #147) = 2.24, p = .027, which represents a

moderate effect size d = .43.

Hypothesis 3 - Non-care-seeking voice-hearers will report a significantly higher level of
psychological flexibility than care-seeking voice-hearers.

The CompACT has three subscales: openness to experience, behavioural awareness,
and valued action. The openness to experience subscale consisted of 9 items with

questionable internal consistency (a = .68), the behavioural awareness subscale consisted of 5
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items with good internal consistency (o = .82), and the valued action subscale consisted of 8
items with excellent internal consistency (o = .91). Overall, the CompACT questionnaire

consisted of 17 items and was found to have good internal consistency (a = .89).

From the overall scores on the CompACT, the CSVH group scored lower (M = 60.55,
SE = 1.84) than the NCSVH group (M = 70.85, SE = 1.29) which was significant #(147) = -
4.63, p = <.001, with a difference of -10.30, BCa 95% CI [-14.72, -6.01], and a large negative
effect size, d = -.81. A similar result was found on the CompACT openness to experiences
subscale with the CSVH on average scoring lower (M = 19.71, SE = 1.19) than the NCSVH
group (M = 24.33, SE = .63) which was also significant #(147) =-3.79, p = <.001, with a
difference of -4.62, BCa 95% CI [-7.10, -1.94], and a large negative effect size, d =-.75. The
CompACT behavioural awareness subscale also produced a significant result with the CSVH
scoring lower (M = 10.84, SE = .75) than the NCSVH group (M = 14.47, SE = .54), t(147) = -
3.94, p =<.001, with a difference of -3.63, BCa 95% CI [-5.42, -1.81], and a large negative

effect size, d = -.68.

However, the CompACT valued action subscale produced a non-significant result
with the CSVH group scoring slightly lower (M = 28.31, SE = 1.22) than the NCSVH group
(M =29.84, SE = 91), t(147) = -.92, p = .35), with a difference of -1.42, BCa 95% CI [-4.42,

1.64], which represented a small, negative effect size, d = -.16.

Hypothesis 4 - Non-care-seeking voice-hearers will report a significantly higher level of
resilience than care-seeking voice-hearers.
The RSA is comprised of six subscales: perception of self, perception of the future,

structured style, social competence, family cohesion, and social resources. The perception of
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self subscale consisted of 6 items with acceptable internal consistency (o = .74), the
perception of the future subscale had 4 items with acceptable internal consistency (o = .77),
and the family cohesion subscale with 6 items had good internal consistency (o = .83),
However, the structured style subscale consisting of 4 items had poor internal consistency (o

=.57), the social competence subscale with 6 items had questionable internal consistency (o

.61), and the social resources subscale consisted of 7 items with questionable internal
consistency (o = .65). Overall, the RSA questionnaire consisted of 33 items and was found to

have good internal consistency (a = .88).

The total score on the RSA produced a significant difference between the CSVH
group (M = 3.05, SE = .07) and the NCSVH group (M = 3.48, SE = .05) t(147) = -4.88, p =
<.001, with a difference of -.43, BCa 95% CI [-.61, -.26] and represented a large effect size, d
= -.84. Similar results were found with the majority of the subscales apart from structured
style and family cohesion. The difference between the CSVH group (M = 3.12, SE = .12) and
the NCSVH group (M = 3.43, SE = .08) on the structured style subscale was not significant
t(147) =-2.18, p = .031, with a difference of -.31, BCa 95% CI [-.60, -.01] and represented a
medium effect size, d = -.38. The scores on family cohesion were also not significant between
the CSVH (M =3.27, SE = .11) and the NCSVH (M = 3.60, SE = .09) #(147) =-2.14, p =
.034, with a difference of -.32, BCa 95% CI [-.62, -.05] and represented a medium effect size,

= -.35. The results from all of the #-tests across each hypothesis can be seen in Appendix N.
Discussion
Summary of Findings

The focus of this research was to identify the effects of psychological flexibility and

resilience on care seeking for individuals who experience AVH following a traumatic

experience, with clear implications for clinical practice. The initial aim was to confirm
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findings from previous research that AVH distress differs between CSVH and NCSVH, and
to establish whether there is a difference in traumatic experience between the two groups.
The main aim was to explore the differences in psychological flexibility and resilience

between CSVH and NCSVH.

AVH Distress

This study supports previous research indicating that individuals who seek support for
hearing voices experience higher levels of distress compared to those who do not seek
support (Powers et al., 2017). The content of the voices has been identified as a significant
predictor of distress and help-seeking behaviour (Beavan & Read, 2010). These findings
align with the Health Belief Model, which suggests that the perceived severity and impact of
difficulties motivate individuals to seek help (Becker, 1974). However, it is important to note
that the Health Belief Model does not account for individual beliefs, and the cognitive model
of auditory verbal hallucinations emphasizes the role of appraisals in distress (Chadwick &
Birchwood, 1994). Appraisals of voices have been found to contribute to the experience of
distress (Johns et al., 2014; Rammou et al., 2022), although other factors are likely involved

(Tsang et al., 2021).

Trauma

The CSVH group reported higher rates of distress caused by hallucinations compared
to the NCSVH group, 52.95% compared to 36,73%. This difference may be related to the
absence of specific triggers for auditory verbal hallucinations (AVH), which reduces their

frequency, severity, and distress (Bless et al., 2018).
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Multiple traumatic experiences were associated with higher rates of hallucinations
(Morrison & Petersen, 2003), but the number of different types of traumas did not
significantly impact hallucination rates in this study. However, previous research, such as the
ACE study, has shown that experiencing multiple types of traumas increases the likelihood of
hallucinations (Begemann et al., 2021; Whitfield et al., 2005). The findings in this study
suggests that there may be alternative factors which effect the likelihood of hearing voices
following traumatic experiences that are not encapsulated within previous research. The
attachment and cognitive models (e.g., Ehlers & Clark, 2000) may explain some of the
differences, and may suggest that when trauma originates from a single source, individuals
may have fewer negative global appraisals and feel more trusting, thus facilitating help-

seeking.

The study found a significant difference between the CSVH and NCSVH groups in
terms of distress related to traumatic experiences. Post-trauma appraisals, including
disconnection from oneself and the world, are associated with distress and the development
of trauma-related mental health difficulties (DePrince et al., 2011; Foa et al., 1999).
Dissociation, defined as the impairment of mutuality between internal and external worlds, is
linked to traumatic experiences and is associated with hallucinatory experiences (Sar &
Oztiirk, 2006; Wearne et al., 2020). Some propose that AVH should be conceptualized as a
dissociative experience rather than a symptom of psychosis (Longden et al., 2012; Moskowitz
& Corstens, 2008). These theories are supported by the higher prevalence of AVH in
individuals who have experienced trauma compared to the general population (Clifford et al.,

2018; Krakvik et al., 2015; Pearson et al., 2008; Scott et al., 2007).
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The Adverse Childhood Experiences (ACE) study found that the presence of ACEs
increased the risk of hallucinations by 20-150%, with emotional abuse being the most
impactful ACE (Whitfield et al., 2005). Similar findings were reported in this study with
emotional harm from someone close (47.65%) and experiences of bullying or harassment
(53.69%) reported as the most common traumatic experiences. These findings support the
literature suggesting that peer rejection and bullying from childhood into young adulthood are
associated with a higher risk of hallucinations (Steenkamp et al., 2021; Mackie et al., 2013;
Wolke et al., 2014). Insecurity during formative social and developmental years may
contribute to increased paranoid ideation, a characteristic of psychotic difficulties, and the
likelihood of seeking professional support (Valmaggia et al., 2015). Young adults who have
experienced bullying and trauma also find their AVH more distressing, which is linked to

help-seeking (Leberg et al., 2019).

Psychological Flexibility

The study found that individuals with CSVH reported significantly lower levels of
psychological flexibility compared to NCSVH, except for valued action. This supports
previous research linking psychological flexibility to the emotional experience related to
voice hearing (Morris et al., 2014). Low mood has been correlated with experiential
avoidance, the opposite of acceptance (Hayes et al., 1996). When compared to psychosis,
depressive symptoms are much more easily recognised within the general population with
more positive attitudes, making it less stigmatising to seek support (Svensson & Hansson,
2016). Individuals with lower levels of openness to experiences may have increased
depressive symptoms and be more likely to seek care due to better recognition of their
difficulties. Alternatively, those with higher levels of openness may have a higher tolerance

for uncertainty and feel less burdened by their voices, enabling them to cope better.
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Research on personality traits suggests that hallucinatory experiences may result from
extreme openness, which can lead to making connections that do not exist (DeYoung et al.,
2012). This overlaps with the definition of openness in psychological flexibility. Previous
studies have found that individuals with hallucinatory experiences often use thought-
suppression strategies (Popa et al., 2020), contradicting acceptance, and that acceptance is
associated with reduced distress and compliance with voice commands (Shawyer et al.,

2007).

The lower levels of behavioural awareness reported by CSVH in this study may be
attributed to the distress caused by hallucinations, which can hinder present moment focus
and lead to immersion in the hallucinatory world (Dudley et al., 2018). This distorted
experience of reality is strongly associated with affective dysregulation (Myin-Germeys &
Van Os, 2007) and an increased likelihood of meeting clinical criteria for psychotic
experiences (Van Rossum et al., 2011). These factors help explain the differences in

behavioural awareness observed in the CSVH group.

One intriguing finding is the lack of significant difference between CSVH and
NCSVH in valued action. It has been hypothesized that hallucinations interfere with an
individual's life and hinder living according to personal values (Ashry et al., 2021). However,
the participant sample in this study may not fully represent the wider voice hearing
population, as there is a minimum level of mental well-being required to participate in an
online study. The participants may not be experiencing as much distress or interference from
their voices, allowing them to focus more on their goals. Research into psychological

flexibility has demonstrated that an awareness of personal values is required to engage in
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goal-directive behaviour (Forman et al., 2012). Additionally, the majority of the sample
consisted of university students, who may be more motivated and goal-oriented, which could

contribute to higher scores on valued action (Alasqah, 2022).

Resilience

Significant differences were found between CSVH and NCSVH across most domains
of resilience in this study, aligning with previous research showing that voice hearers tend to
have a poorer perception of themselves, and the future compared to non-voice hearers
(Laloyaux et al., 2020). Other studies have also shown that young adults who experience
negative self-worth and less family support tend to find their AVH more distressing, leading
to increased care-seeking behaviour (Leberg et al., 2019). These findings are consistent with
cognitive models of mental health difficulties, which emphasise negative perceptions of self,

the world, and the future.

While no significant findings were observed regarding family cohesion, aspects of
family support were encompassed within the social resources domain of resilience, which did
show a significant difference. Compared to research on non-voice hearing populations, both
groups in this study had considerably lower mean scores, suggesting that voice hearers or
those exposed to traumatic events may experience greater difficulties in their family lives
than the general population (Cowden et al., 2016; Kutlutiirkan et al., 2016). It is possible that
NCSVH individuals have found support through voice hearing groups, which provide a safe
space to explore coping strategies and different appraisals of voices, leading to improved

social resources and coping skills (Ruddle et al., 2011).
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The recent COVID-19 pandemic may have lasting impacts on the resilience of voice
hearers. Research has shown that individuals with higher perceptions of social support, who
engage in outdoor activities more frequently and have better sleep, tend to report greater
resilience scores during the pandemic (Killgore et al., 2020). However, psychosis pathology,
including hearing voices, has been associated with worse experiences in all of these areas,
such as lower perceptions of social support (Gayer-Anderson & Morgan, 2013), higher rates
of social isolation (Bornheimer et al., 2020; Butter et al., 2017), and poorer sleep (Davies et
al., 2017). This suggests that there may be self-perpetuating negative effects on resilience
among all individuals who hear voices, with greater effects on those experiencing higher
levels of distress and increased concern about social stigma.

Clinical Implications

The findings of this study highlight the potential for interventions targeting
psychological flexibility to benefit individuals with AVH or those exposed to trauma.
Acceptance and Commitment Therapy (ACT; Hayes et al., 1999), which focuses on
developing flexible responding through language, cognition, and functional contextualism,
has shown promising results in the treatment of psychotic conditions (Gaudiano et al., 2017,
O’Donoghue et al., 2018; Wakefield et al., 2018) as well as trauma (Bean et al., 2017).
Mindfulness, a commonly used technique in ACT, has been defined as the deliberate practice
of paying attention to the present moment, nonjudgmentally (Kabat-Zinn, 2003). Historic
views of mindfulness exacerbating hallucinatory symptoms has been argued to be unfounded
and stems from ‘othering’ of individuals with psychotic experiences. More recently,
mindfulness has been found to reduce distress in individuals experiencing AVH and

challenge the negative content of voices (Louise et al., 2019; Silver et al., 2023).
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Early intervention services implemented by the NHS in England and Wales since
2001 have shown effectiveness in addressing psychotic experiences (Marwaha et al., 2016),
including early recognition, reduced treatment delay, and providing effective treatment for
individuals experiencing first-episode psychosis (Marshall & Rathbone, 2011; Csillag et al.,
2018). While CBT and family therapy are the main therapeutic interventions offered within
these services, incorporating ACT-based interventions could be a valuable addition.
Considering the significant impact of childhood trauma, early intervention services may
benefit from continuing to embed trauma informed approaches, such as the At Risk Mental
State Services, to support those who experience traumatic events who may be at risk of

psychosis or other mental health difficulties (Kassam-Adams, 2014).

Resilience is another important factor to consider in interventions for voice hearers
and individuals exposed to trauma. The significant difference in resilience between CSVH
and NCSVH may suggest the need to incorporate resilience-focused approaches in therapy.
This idea is supported by research that has found a link between severity of psychosis,
resilience, and suicidality (Harris et al., 2021) demonstrating a high level of need for support.
CBT is well-established as a therapeutic intervention for voice hearers (Garety et al., 2001)
built on the foundation of Beck’s (1976) cognitive triad which postulates that changing
appraisals about the self, world, and future may improve one’s current mental state. The
cognitive model is still evolving to better understand the differences between clinical and
non-clinical voice hearers (Waters et al., 2012) and may benefit from the inclusion of
psychological flexibility as some variables may be better explained through different lenses

(Morris et al., 2014).
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Despite the lack of significant difference relating to family cohesion, family therapy,
which focuses on the strengths of support networks and views resilience as a developmental
process, can also be beneficial (Hawley, 2000). It is possible that the blueprint established
within family relationships could support individuals to feel more comfortable in social
environments as they develop (Hauser-Cram et al., 2001). The family relationship can predict
acceptance within peer groups throughout childhood (Nassau & Drotar, 1995) and support
the development of abilities to adapt to challenging situations (Kolb & Hanley-Maxwell,
2003). Approaches such as Open Dialogue, which empower individuals within their social
networks, and social prescribing, which addresses social determinants of health inequality,
have also been recommended (National Psychological Therapies Management Committee,
2023). These interventions foster resilience within the wider community (Chatterjee et al.,
2018) and have the potential to enhance resilience while reducing social isolation (Howarth et

al., 2020).

The participants in this study were predominantly recruited from Cardiff University’s
undergraduate psychology program, indicating a potential need for mental health support
within university populations. University counselling referrals have been increasing in recent
years (Macaskill, 2013), with factors identified that place students at higher risk of
developing psychosis (Sanderson et al., 2020). University students may be motivated to study
psychology to better understand their own experiences or contribute to the field of mental
health. It is important to conduct further research across a range of higher education settings

and courses to gain a better understanding of mental health needs in this population.
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Future Research Recommendations

This study highlights the heterogeneity among voice hearers and emphasises the need
for further research to investigate the role of psychological factors in moderating the
relationship between psychological flexibility, resilience, AVH distress, and trauma. Future
studies should also explore the specific types of trauma experiences in CSVH and NCSVH to
identify individuals at higher risk for developing psychotic pathology and enhance early
intervention strategies. By delving deeper into these areas, we can gain a better understanding

of the factors influencing voice hearing and improve support for those affected.

Strengths and Limitations

One limitation of this study is the lower internal reliability of some subscales,
particularly the structured style subscale of the RSA, which raises concerns about the
accuracy of its measurement and calls for cautious interpretation of the corresponding
findings. However, a strength of this study is the use of the CompACT measure of
psychological flexibility, which aligns well with the hexaflex and facilitates the connection to
therapeutic interventions like ACT. This enhances the confidence in the interpretation of the
results pertaining to psychological flexibility compared to previous research which often used
measures that may capture psychological inflexibility (Rolffs et al., 2018) or general distress

(Wolgast, 2014).

The study's sample composition, predominantly consisting of participants from
Western, educated, industrialised, rich, and democratic (WEIRD) backgrounds, limits the
generalisability and internal validity of the findings (Tindle, 2021). The overrepresentation
of young (88.59%), female (81.21%), educated (61.08%), and white (76.51%) participants in

both the CSVH and NCSVH groups suggests that the results may not fully represent the
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broader voice hearing population. Data from the UK government (2014) reports that
individuals who identify as Asian or Black are more likely to receive a diagnosis of a
psychotic disorder than those who identify as being White, with a similar pattern emerging
around the positive screening of PTSD (McManus et al., 2016). However, the presence of
diversity in responses and the significant differences observed suggest that the findings may

still have relevance beyond the sample.

The study's online nature and recruitment through social media and university
channels introduce accessibility-related limitations. The study primarily reached individuals
with technology access and proficiency, highlighting digital inequality. This is a continuing
pattern within research prior to, and since the COVID-19 pandemic (Watts, 2020).
Conducting the study in person would have posed its own limitations, potentially excluding
those lacking time and resources, once more resulting in a potentially biased sample.

Another limitation pertains to the allocation of participants to the CSVH and NCSVH
groups based on self-reported support accessed in the past 6 months. The subjective nature of
defining mental health support and the variability in participants' interpretations could
introduce variability in the groups. Furthermore, the CSVH group may have felt more
psychologically flexible and resilient due to recent care, while the NCSVH group may have
faced difficulties accessing timely support, potentially influencing their outcomes.
Additionally, the study's hypotheses focus on the need for care, which may change over time,
and participants in the NCSVH group may have received extensive support beyond the 6-
month period captured in this study. The operationalisation of care-seeking varies across the
research base with strengths and limitations to each approach, and there is no clear

standardised method which may be beneficial for further research.
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Conclusions

This study demonstrated significant differences in trauma experience, AVH distress,
psychological flexibility, and resilience between care-seeking and non-care-seeking voice
hearers, although allocation to these groups may not accurately represent the wider voice
hearing population. This highlights the need for further research to investigate the
relationship between these variables, and the possible moderating effects of both
psychological flexibility and resilience. These results have been produced from a majority
student sample which may suggest a need for additional support within university settings for

those who hear voices.
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"secondary", "blocklist" and "allowlist". These guidelines are meant as a point of reference to
help identify appropriate language but are by no means exhaustive or definitive.

Reporting sex- and gender-based analyses
Reporting guidance

For research involving or pertaining to humans, animals or eukaryotic cells, investigators
should integrate sex and gender-based analyses (SGBA) into their research design according
to funder/ sponsor requirements and best practices within a field. Authors should address the
sex and/or gender dimensions of their research in their article. In cases where they cannot,
they should discuss this as a limitation to their research's generalizability. Importantly,
authors should explicitly state what definitions of sex and/or gender they are applying to
enhance the precision, rigor and reproducibility of their research and to avoid ambiguity or
conflation of terms and the constructs to which they refer (see Definitions section below).
Authors can refer to the Sex and Gender Equity in Research (SAGER) guidelines and the
SAGER guidelines checklist. These offer systematic approaches to the use and editorial
review of sex and gender information in study design, data analysis, outcome reporting and
research interpretation - however, please note there is no single, universally agreed-upon set
of guidelines for defining sex and gender.

Definitions

Sex generally refers to a set of biological attributes that are associated with physical and
physiological features (e.g., chromosomal genotype, hormonal levels, internal and external
anatomy). A binary sex categorization (male/female) is usually designated at birth ("sex
assigned at birth"), most often based solely on the visible external anatomy of a newborn.
Gender generally refers to socially constructed roles, behaviors, and identities of women, men
and gender-diverse people that occur in a historical and cultural context and may vary across
societies and over time. Gender influences how people view themselves and each other, how
they behave and interact and how power is distributed in society. Sex and gender are often
incorrectly portrayed as binary (female/male or woman/man) and unchanging whereas these
constructs actually exist along a spectrum and include additional sex categorizations and
gender identities such as people who are intersex/have differences of sex development (DSD)
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or identify as non-binary. Moreover, the terms "sex" and "gender" can be ambiguous—thus it
is important for authors to define the manner in which they are used. In addition to this
definition guidance and the SAGER guidelines, the resources on this page offer further
insight around sex and gender in research studies.

Author contributions

For transparency, we encourage authors to submit an author statement file outlining their
individual contributions to the paper using the relevant CRediT roles: Conceptualization;
Data curation; Formal analysis; Funding acquisition; Investigation; Methodology; Project
administration; Resources; Software; Supervision; Validation; Visualization; Roles/Writing -
original draft; Writing - review & editing. Authorship statements should be formatted with
the names of authors first and CRediT role(s) following. More details and an example.

Changes to authorship

Authors are expected to consider carefully the list and order of authors before submitting
their manuscript and provide the definitive list of authors at the time of the original
submission. Any addition, deletion or rearrangement of author names in the authorship list
should be made only before the manuscript has been accepted and only if approved by the
journal Editor. To request such a change, the Editor must receive the following from the
corresponding author: (a) the reason for the change in author list and (b) written
confirmation (e-mail, letter) from all authors that they agree with the addition, removal or
rearrangement. In the case of addition or removal of authors, this includes confirmation from
the author being added or removed.

Only in exceptional circumstances will the Editor consider the addition, deletion or
rearrangement of authors after the manuscript has been accepted. While the Editor considers
the request, publication of the manuscript will be suspended. If the manuscript has already
been published in an online issue, any requests approved by the Editor will result in a
corrigendum.

Article transfer service

This journal uses the Elsevier Article Transfer Service to find the best home for your
manuscript. This means that if an editor feels your manuscript is more suitable for an
alternative journal, you might be asked to consider transferring the manuscript to such a
journal. The recommendation might be provided by a Journal Editor, a dedicated Scientific
Managing Editor, a tool assisted recommendation, or a combination. If you agree, your
manuscript will be transferred, though you will have the opportunity to make changes to the
manuscript before the submission is complete. Please note that your manuscript will be
independently reviewed by the new journal. More information.

Copyright

Upon acceptance of an article, authors will be asked to complete a 'Journal Publishing
Agreement' (see more information on this). An e-mail will be sent to the corresponding
author confirming receipt of the manuscript together with a 'Journal Publishing Agreement'
form or a link to the online version of this agreement.

Subscribers may reproduce tables of contents or prepare lists of articles including abstracts
for internal circulation within their institutions. Permission of the Publisher is required for
resale or distribution outside the institution and for all other derivative works, including
compilations and translations. If excerpts from other copyrighted works are included, the
author(s) must obtain written permission from the copyright owners and credit the source(s)
in the article. Elsevier has preprinted forms for use by authors in these cases.
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For gold open access articles: Upon acceptance of an article, authors will be asked to
complete a 'License Agreement' (more information). Permitted third party reuse of gold open
access articles is determined by the author's choice of user license.

Author rights

As an author you (or your employer or institution) have certain rights to reuse your work.
More information.

Elsevier supports responsible sharing
Find out how you can share your research published in Elsevier journals.

Role of the funding source

You are requested to identify who provided financial support for the conduct of the research
and/or preparation of the article and to briefly describe the role of the sponsor(s), if any, in
study design; in the collection, analysis and interpretation of data; in the writing of the report;
and in the decision to submit the article for publication. If the funding source(s) had no such
involvement, it is recommended to state this.

Open access
Please visit our Open Access page for more information.

Funding body agreements and policies

Elsevier has established a number of agreements with funding bodies which allow Authors to
comply with their funder's open access policies. Some funding bodies will reimburse the
author for the gold open access publication fee. Details of existing agreements are available
online. Please see below ("After acceptance") for compliance with NIH Public access policy.

Elsevier Researcher Academy

Researcher Academy is a free e-learning platform designed to support early and mid-career
researchers throughout their research journey. The "Learn" environment at Researcher
Academy offers several interactive modules, webinars, downloadable guides and resources to
guide you through the process of writing for research and going through peer review. Feel
free to use these free resources to improve your submission and navigate the publication
process with ease.

Language (usage and editing services)

Please write your text in good English (American or British usage is accepted, but not a
mixture of these). Authors who feel their English language manuscript may require editing to
eliminate possible grammatical or spelling errors and to conform to correct scientific English
may wish to use the English Language Editing service available from Elsevier's Author
Services.

Reporting clinical trials

Randomized controlled trials should be presented according to the CONSORT guidelines. At
manuscript submission, authors must provide the CONSORT checklist accompanied by a
flow diagram that illustrates the progress of patients through the trial, including recruitment,
enrollment, randomization, withdrawal and completion, and a detailed description of the
randomization procedure. The CONSORT checklist and template flow diagram are available
online.

Systematic Review or Meta-analysis
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For systematic reviews and meta-analysis the journal recommends following the PRISMA
guidelines (http://www.prisma-statement.org/)(http://www.prisma-statement.org/).

Submission

Our online submission system guides you stepwise through the process of entering your
article details and uploading your files. The system converts your article files to a single PDF
file used in the peer-review process. Editable files (e.g., Word, LaTeX) are required to typeset
your article for final publication. All correspondence, including notification of the Editor's
decision and requests for revision, is sent by e-mail.

PREPARATION
Queries

For questions about the editorial process (including the status of manuscripts under review)
or for technical support on submissions, please visit our Support Center.

NEW SUBMISSIONS

Submission to this journal proceeds totally online and you will be guided stepwise through
the creation and uploading of your files. The system automatically converts your files to a
single PDF file, which is used in the peer-review process.

As part of the Your Paper Your Way service, you may choose to submit your manuscript as a
single file to be used in the refereeing process. This can be a PDF file or a Word document, in
any format or layout that can be used by referees to evaluate your manuscript. It should
contain high enough quality figures for refereeing. If you prefer to do so, you may still
provide all or some of the source files at the initial submission. Please note that individual
figure files larger than 10 MB must be uploaded separately.

References

There are no strict requirements on reference formatting at submission. References can be in
any style or format as long as the style is consistent. Where applicable, author(s) name(s),
journal title/ book title, chapter title/article title, year of publication, volume number/book
chapter and the article number or pagination must be present. Use of DOI is highly
encouraged. The reference style used by the journal will be applied to the accepted article by
Elsevier at the proof stage. Note that missing data will be highlighted at proof stage for the
author to correct.

Formatting requirements

There are no strict formatting requirements but all manuscripts must contain the essential
elements needed to convey your manuscript, for example Abstract, Keywords, Introduction,
Materials and Methods, Results, Conclusions, Artwork and Tables with Captions.

If your article includes any Videos and/or other Supplementary material, this should be
included in your initial submission for peer review purposes. Divide the article into clearly
defined sections.

Please ensure the text of your paper is double-spaced—this is an essential peer review
requirement.

Figures and tables embedded in text

Please ensure the figures and the tables included in the single file are placed next to the
relevant text in the manuscript, rather than at the bottom or the top of the file. The
corresponding caption should be placed directly below the figure or table.
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Peer review

This journal operates a double anonymized review process. All contributions will be initially
assessed by the editor for suitability for the journal. Papers deemed suitable are then typically
sent to a minimum of one independent expert reviewer to assess the scientific quality of the
paper. The Editor is responsible for the final decision regarding acceptance or rejection of
articles. The Editor's decision is final. Editors are not involved in decisions about papers
which they have written themselves or have been written by family members or colleagues or
which relate to products or services in which the editor has an interest. Any such submission
is subject to all of the journal's usual procedures, with peer review handled independently of
the relevant editor and their research groups. More information on types of peer review.

Double anonymized review

This journal uses double anonymized review, which means the identities of the authors are
concealed from the reviewers, and vice versa. More information is available on our website.
To facilitate this, please include the following separately:

Title page (with author details): This should include the title, authors' names,
affiliations, acknowledgements and any Declaration of Interest statement, and a complete
address for the corresponding author including an e-mail address.

Anonymized manuscript (no author details): The main body of the paper
(including the references, figures, tables and any acknowledgements) should not include any
identifying information, such as the authors' names or affiliations.

Appeal Process

If your paper is rejected and you believe the peer review process was not fair, an appeal may
be sent to the Editor via email.

REVISED SUBMISSIONS
Use of word processing software

Regardless of the file format of the original submission, at revision you must provide us with
an editable file of the entire article. Keep the layout of the text as simple as possible. Most
formatting codes will be removed and replaced on processing the article. The electronic text
should be prepared in a way very similar to that of conventional manuscripts (see also the
Guide to Publishing with Elsevier). See also the section on Electronic artwork.

To avoid unnecessary errors you are strongly advised to use the 'spell-check' and 'grammar-
check' functions of your word processor.

Article structure
Introduction

State the objectives of the work and provide an adequate background, avoiding a detailed
literature survey or a summary of the results. If the focus of the paper is on a disorder other
than OCD (as defined in DSM-IV.TR), provide a rationale for including the disorder as an
obsessive-compulsive related disorder (see Editorial Guidance section).

Methods

Provide sufficient detail to allow the work to be reproduced. Methods already published
should be indicated by a reference: only relevant modifications should be described.

Theory/calculation
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A Theory section should extend, not repeat, the background to the article already dealt with in
the Introduction and lay the foundation for further work. In contrast, a Calculation section
represents a practical development from a theoretical basis.

Results
Results should be clear and concise.

Discussion

This should explore the significance of the results of the work, not repeat them. Avoid
extensive citations and discussion of published literature. Be sure to include limitations of the
present study and suggestions for future research.

Conclusions

The main conclusions of the study may be presented in a short Conclusions section, which
may stand alone or form a subsection of a Discussion or Results and Discussion section.

Appendices

If there is more than one appendix, they should be identified as A, B, etc. Formulae and
equations in appendices should be given separate numbering: Eq. (A.1), Eq. (A.2), etc.; in a
subsequent appendix, Eq. (B.1) and so on. Similarly for tables and figures: Table A.1; Fig.
A.l, etc.

Clinical reports and case histories

The Journal will consider clinical reports that articulate the treatment of OCD or related
disorders using any theoretical framework (biological, behavioral, cognitive, gestalt,
humanistic, psychodynamic, and others). Clinical reports should use the following format
(maximum manuscript length is 30 pages in total):

. Theoretical and Research Basis for the Treatment

. Case Introduction (presenting complaints, history, etc.)

. Assessment (what instruments were used [and justification if needed])

. Case Conceptualization (discuss the clinician's thinking about the case and the treatment
selection) 5. Course of Treatment and Assessment of Progress (Describe what happened
during treatment and the outcome at post-treatment and follow up. If possible, use single
case research design methodology; see Barlow, Nock, &Hersen [2009])

A W N

6. Complicating Factors (if any, including medical management)
7. Treatment Implications of the Case
8. Recommendations to Clinicians and Students

Shorter communications/Brief reports

This option is designed to allow publication of research reports that are not suitable for
publication as regular articles. Shorter Communications or Brief Reports are appropriate for
articles with a specialized focus or of particular didactic value. Manuscripts should be
between 3000-5000 words, and must not exceed the upper word limit. This limit includes the
abstract, text, and references, but not the title page, tables and figures.

Essential title page information

e Title. Concise and informative. Titles are often used in information-retrieval systems.
Avoid abbreviations and formulae where possible.

e Author names and affiliations. Please clearly indicate the given name(s)
and family name(s) of each author and check that all names are accurately spelled. You
can add your name between parentheses in your own script behind the English
transliteration. Present the authors' affiliation addresses (where the actual work was
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done) below the names. Indicate all affiliations with a lowercase superscript letter
immediately after the author's name and in front of the appropriate address. Provide the
full postal address of each affiliation, including the country name and, if available, the
e-mail address of each author.

Corresponding author. Clearly indicate who will handle correspondence at all
stages of refereeing and publication, also post-publication. This responsibility includes
answering any future queries about Methodology and Materials. Ensure that the
e-mail address is given and that contact details are kept up to
date by the corresponding author.

Present/permanent address. If an author has moved since the work
described in the article was done, or was visiting at the time, a 'Present address' (or
'Permanent address') may be indicated as a footnote to that author's name. The address
at which the author actually did the work must be retained as the main, affiliation

address. Superscript Arabic numerals are used for such footnotes.

Highlights

Highlights are mandatory for this journal as they help increase the discoverability of your
article via search engines. They consist of a short collection of bullet points that capture the
novel results of your research as well as new methods that were used during the study (if
any). Please have a look at the examples here: example Highlights.

Highlights should be submitted in a separate editable file in the online submission system.
Please use 'Highlights' in the file name and include 3 to 5 bullet points (maximum 85
characters, including spaces, per bullet point).

Abstract

A concise and factual abstract is required. The abstract should state briefly the purpose of the
research, the principal results and major conclusions. An abstract is often presented
separately from the article, so it must be able to stand alone. For this reason, References
should be avoided, but if essential, then cite the author(s) and year(s). Also, non-standard or
uncommon abbreviations should be avoided, but if essential they must be defined at their first
mention in the abstract itself.

Graphical abstract

Although a graphical abstract is optional, its use is encouraged as it draws more attention to
the online article. The graphical abstract should summarize the contents of the article in a
concise, pictorial form designed to capture the attention of a wide readership. Graphical
abstracts should be submitted as a separate file in the online submission system. Image size:
Please provide an image with a minimum of 531 x 1328 pixels (h x w) or proportionally
more. The image should be readable at a size of 5 X 13 cm using a regular screen resolution
of 96 dpi. Preferred file types: TIFF, EPS, PDF or MS Office files. You can view Example
Graphical Abstracts on our information site.

Keywords

Immediately after the abstract, provide a maximum of 6 keywords, using American spelling
and avoiding general and plural terms and multiple concepts (avoid, for example, 'and', 'of').
Be sparing with abbreviations: only abbreviations firmly established in the field may be
eligible. These keywords will be used for indexing purposes.

Acknowledgements
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Collate acknowledgements in a separate section at the end of the article before the references
and do not, therefore, include them on the title page, as a footnote to the title or otherwise.
List here those individuals who provided help during the research (e.g., providing language
help, writing assistance or proof reading the article, etc.).

Formatting of funding sources

List funding sources in this standard way to facilitate compliance to funder's requirements:

Funding: This work was supported by the National Institutes of Health [grant numbers xxxx,
yyyy]; the Bill & Melinda Gates Foundation, Seattle, WA [grant number zzzz]; and the
United States Institutes of Peace [grant number aaaal.

It is not necessary to include detailed descriptions on the program or type of grants and
awards. When funding is from a block grant or other resources available to a university,
college, or other research institution, submit the name of the institute or organization that
provided the funding.

If no funding has been provided for the research, it is recommended to include the following
sentence:

This research did not receive any specific grant from funding agencies in the public,
commercial, or not-for-profit sectors.

Math formulae

Please submit math equations as editable text and not as images. Present simple formulae in
line with normal text where possible and use the solidus (/) instead of a horizontal line for
small fractional terms, e.g., X/Y. In principle, variables are to be presented in italics. Powers
of e are often more conveniently denoted by exp. Number consecutively any equations that
have to be displayed separately from the text (if referred to explicitly in the text).

Footnotes

Footnotes should be used sparingly. Number them consecutively throughout the article. Many
word processors build footnotes into the text, and this feature may be used. Should this not be
the case, indicate the position of footnotes in the text and present the footnotes themselves
separately at the end of the article.

Artwork
Electronic artwork General points

e Make sure you use uniform lettering and sizing of your original artwork.

o Preferred fonts: Arial (or Helvetica), Times New Roman (or Times), Symbol, Courier.

e Number the illustrations according to their sequence in the text.

 Use a logical naming convention for your artwork files.

« Indicate per figure if it is a single, 1.5 or 2-column fitting image.

e For Word submissions only, you may still provide figures and their captions, and tables
within asingle file at the revision stage.

« Please note that individual figure files larger than 10 MB must be provided in separate source
files.

A detailed guide on electronic artwork is available.
You are urged to visit this site; some excerpts from the detailed
information are given here. Formats
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Regardless of the application used, when your electronic artwork is finalized, please 'save as'

or convert the images to one of the following formats (note the resolution requirements for

line drawings, halftones, and line/halftone combinations given below):

EPS (or PDF): Vector drawings. Embed the font or save the text as 'graphics'.

TIFF (or JPG): Color or grayscale photographs (halftones): always use a minimum of 300

dpi.

TIFF (or JPG): Bitmapped line drawings: use a minimum of 1000 dpi.

TIFF (or JPG): Combinations bitmapped line/half-tone (color or grayscale): a minimum of

500 dpi is required.

Please do not:

« Supply files that are optimized for screen use (e.g., GIF, BMP, PICT, WPG); the resolution
is too low.

e Supply files that are too low in resolution.

» Submit graphics that are disproportionately large for the content.

Color artwork

Please make sure that artwork files are in an acceptable format (TIFF (or JPEG), EPS (or
PDF) or MS Office files) and with the correct resolution. If, together with your accepted
article, you submit usable color figures then Elsevier will ensure, at no additional charge, that
these figures will appear in color online (e.g., ScienceDirect and other sites) in addition to
color reproduction in print. Further information on the preparation of electronic artwork.

Figure captions

Ensure that each illustration has a caption. A caption should comprise a brief title (not on
the figure itself) and a description of the illustration. Keep text in the illustrations themselves
to a minimum but explain all symbols and abbreviations used.

Tables

Please submit tables as editable text and not as images. Tables can be placed either next to the
relevant text in the article, or on separate page(s) at the end. Number tables consecutively in
accordance with their appearance in the text and place any table notes below the table body.
Be sparing in the use of tables and ensure that the data presented in them do not duplicate
results described elsewhere in the article. Please avoid using vertical rules and shading in
table cells.

References
Citation in text

Please ensure that every reference cited in the text is also present in the reference list (and
vice versa). Any references cited in the abstract must be given in full. Unpublished results
and personal communications are not recommended in the reference list but may be
mentioned in the text. If these references are included in the reference list, they should follow
the standard reference style of the journal and should include a substitution of the publication
date with either 'Unpublished results' or 'Personal communication'. Citation of a reference as
'in press' implies that the item has been accepted for publication.

Web references

As a minimum, the full URL should be given and the date when the reference was last
accessed. Any further information, if known (DOI, author names, dates, reference to a source
publication, etc.), should also be given. Web references can be listed separately (e.g., after the
reference list) under a different heading if desired, or can be included in the reference list.
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Data references

This journal encourages you to cite underlying or relevant datasets in your manuscript by
citing them in your text and including a data reference in your Reference List. Data
references should include the following elements: author name(s), dataset title, data
repository, version (where available), year, and global persistent identifier. Add [dataset]
immediately before the reference so we can properly identify it as a data reference. The
[dataset] identifier will not appear in your published article.

Preprint references

Where a preprint has subsequently become available as a peer-reviewed publication, the
formal publication should be used as the reference. If there are preprints that are central to
your work or that cover crucial developments in the topic, but are not yet formally published,
these may be referenced. Preprints should be clearly marked as such, for example by
including the word preprint, or the name of the preprint server, as part of the reference. The
preprint DOI should also be provided.

References in a special issue

Please ensure that the words 'this issue' are added to any references in the list (and any
citations in the text) to other articles in the same Special Issue.

Reference management software

Most Elsevier journals have their reference template available in many of the most popular
reference management software products. These include all products that support Citation
Style Language styles, such as Mendeley. Using citation plug-ins from these products,
authors only need to select the appropriate journal template when preparing their article, after
which citations and bibliographies will be automatically formatted in the journal's style. If no
template is yet available for this journal, please follow the format of the sample references
and citations as shown in this Guide. If you use reference management software, please
ensure that you remove all field codes before submitting the electronic manuscript. More
information on how to remove field codes from different reference management software.

Reference formatting

There are no strict requirements on reference formatting at submission. References can be in
any style or format as long as the style is consistent. Where applicable, author(s) name(s),
journal title/ book title, chapter title/article title, year of publication, volume number/book
chapter and the article number or pagination must be present. Use of DOI is highly
encouraged. The reference style used by the journal will be applied to the accepted article by
Elsevier at the proof stage. Note that missing data will be highlighted at proof stage for the
author to correct. If you do wish to format the references yourself they should be arranged
according to the following examples:

Reference style

Text: Citations in the text should follow the referencing style used by the American
Psychological Association. You are referred to the Publication Manual of the American
Psychological Association, Seventh Edition, ISBN 978-1-4338-3215-4, copies of which may
be ordered online.

List: references should be arranged first alphabetically and then further sorted
chronologically if necessary. More than one reference from the same author(s) in the same
year must be identified by the letters 'a', 'b', 'c', etc., placed after the year of publication.
Examples:

Reference to a journal publication:
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Van der Geer, J., Hanraads, J. A. J., & Lupton, R. A. (2010). The art of writing a scientific
article. Journal of Scientific Communications, 163, 51-59.
https://doi.org/10.1016/j.s¢.2010.00372.

Reference to a journal publication with an article number:

Van der Geer, J., Hanraads, J. A. J., & Lupton, R. A. (2018). The art of writing a scientific
article. Heliyon, 19, Article e00205. https://doi.org/10.1016/j.heliyon.2018.e00205.
Reference to a book:

Strunk, W, Jr., & White, E. B. (2000). The elements of style (4th ed.). Longman (Chapter 4).
Reference to a chapter in an edited book:

Mettam, G. R., & Adams, L. B. (2009). How to prepare an electronic version of your article.
In B. S. Jones, & R. Z. Smith (Eds.), Introduction to the electronic age (pp. 281-304). E-
Publishing Inc.

Reference to a website:

Powertech Systems. (2015). Lithium-ion vs lead-acid cost analysis. Retrieved from
http://www.powertechsystems.eu/home/tech-corner/lithium-ion-vs-lead-acid-cost-analysis/.
Accessed January 6, 2016 Reference to a dataset:

[dataset] Oguro, M., Imahiro, S., Saito, S., & Nakashizuka, T. (2015). Mortality data for
Japanese oak wilt disease and surrounding forest compositions. Mendeley Data, v1.
https://doi.org/10.17632/ xwj98nb39r.1.

Reference to a conference paper or poster presentation:

Engle, E.K., Cash, T.F., & Jarry, J.L. (2009, November). The Body Image Behaviours
Inventory-3: Development and validation of the Body Image Compulsive Actions and Body
Image Avoidance Scales. Poster session presentation at the meeting of the Association for
Behavioural and Cognitive Therapies, New York, NY.

Reference to software:

Coon, E., Berndt, M., Jan, A., Svyatsky, D., Atchley, A., Kikinzon, E., Harp, D., Manzini, G.,
Shelef, E., Lipnikov, K., Garimella, R., Xu, C., Moulton, D., Karra, S., Painter, S., Jafarov,
E., & Molins, S. (2020, March 25). Advanced Terrestrial Simulator (ATS) v0.88 (Version
0.88). Zenodo. https:// doi.org/10.5281/zenod0.3727209.

Journal abbreviations source
Journal names should be abbreviated according to the List of Title Word Abbreviations.

Video

Elsevier accepts video material and animation sequences to support and enhance your
scientific research. Authors who have video or animation files that they wish to submit with
their article are strongly encouraged to include links to these within the body of the article.
This can be done in the same way as a figure or table by referring to the video or animation
content and noting in the body text where it should be placed. All submitted files should be
properly labeled so that they directly relate to the video file's content. In order to ensure that
your video or animation material is directly usable, please provide the file in one of our
recommended file formats with a preferred maximum size of 150 MB per file, 1 GB in total.
Video and animation files supplied will be published online in the electronic version of your
article in Elsevier Web products, including ScienceDirect. Please supply 'stills' with your
files: you can choose any frame from the video or animation or make a separate image. These
will be used instead of standard icons and will personalize the link to your video data. For
more detailed instructions please visit our video instruction pages. Note: since video and
animation cannot be embedded in the print version of the journal, please provide text for both
the electronic and the print version for the portions of the article that refer to this content.

Supplementary material
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Supplementary material such as applications, images and sound clips, can be published with
your article to enhance it. Submitted supplementary items are published exactly as they are
received (Excel or PowerPoint files will appear as such online). Please submit your material
together with the article and supply a concise, descriptive caption for each supplementary file.
If you wish to make changes to supplementary material during any stage of the process,
please make sure to provide an updated file. Do not annotate any corrections on a previous
version. Please switch off the "Track Changes' option in Microsoft Office files as these will
appear in the published version.

Research data

This journal requires and enables you to share data that supports your research publication
where appropriate, and enables you to interlink the data with your published articles.
Research data refers to the results of observations or experimentation that validate research
findings. To facilitate reproducibility and data reuse, this journal also encourages you to share
your software, code, models, algorithms, protocols, methods and other useful materials
related to the project.

Below are a number of ways in which you can associate data with your article or make a
statement about the availability of your data when submitting your manuscript. When sharing
data in one of these ways, you are expected to cite the data in your manuscript and reference
list. Please refer to the "References" section for more information about data citation. For
more information on depositing, sharing and using research data and other relevant research
materials, visit the research data page.

Data linking

If you have made your research data available in a data repository, you can link your article
directly to the dataset. Elsevier collaborates with a number of repositories to link articles on
ScienceDirect with relevant repositories, giving readers access to underlying data that gives
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Appendix C

Summary of Quantitative Findings

Authors

Summary of Quantitative Data

Williams et al.,
2012

European Americans perceived receiving treatment before that did not work
as a barrier 38.89% significantly more than African Americans 12.68%.
African Americans perceived being unsure of who to go see or where to go as
a barrier 76.06% significantly more than European Americans 50.00%.
African Americans perceived being treated unfairly because of race or
ethnicity as a barrier 22.54% in a way that trended toward significantly more
than European Americans 7.41%.
People who have had treatment before tended to have a higher income.
Significant correlations between:
o Cost of treatment
= Age
= [nsurance coverage
= FEthnic belonging
o Stigma and judgement
= Gender
= Education level
o Clinician unable to help
= Age
= Education level
= FEthnic belonging
o Too busy for treatment
= Age
= Income
Those without any insurance were significantly more likely to be concerned
about the cost of treatment than their poorer State/Federal or wealthier private
insurance plan counterparts.
Stigmatising and negatives beliefs about mental health experienced by women
more than men.
Serious concerns about treatment effectiveness:
o Treatment will fail to meet expectations.
o Lose interest in following through.
Lower sense of ethnic affirmation and belonging significantly correlated with
belief that clinician would be unable to help.
No need for treatment as symptoms does not interfere with life.
Half participants unaware of having OCD.
Younger and lower income participants = too busy for treatment.

Poyraz et al.,
2015

DUI > 4 years = older.

DUI > 4 years = early onset (<12 years)

Potential barriers to treatment:
o Not being considerably disturbed by OC symptoms = 33.3%
o Family support for overcoming symptoms = 12.5%
o Logistic or financial factors = 12.5%
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O O

@)
@)

Belief that OC symptoms are not associated with an illness = 60.4%
Belief that one could manage or handle symptoms on own = 55.2%
Possibility of using medication = 24%

Not comfortable discussing OCD related symptoms with the
psychiatrist = 8.3%

Ashamed of symptoms and needing help =21.9%

Spontaneous fluctuation of symptoms = 61.5%

Feeling depressed/hopeless = 15.6%

Preferring to go to a neurologist/psychologist or spiritual healer =
15.6%

Afraid to have a diagnosis of mental illness = 12.5%

Not starting treatment even after seeing a psychiatrist = 6.3%
Thinking that symptoms are related to religious problems/being a
sinner = 15.6%

Perception that treatment will be ineffective = 14.6%

Thinking that symptoms are necessary in order to be tidy/orderly
17.7%

Believing that OCD symptoms were not an illness significantly associated
with longer DUI (p = .039).

DUI not significantly associated with disturbed by OCD (p = .065).

DUI significantly shorter when a faster onset due to a major precipitating
condition (trauma, postpartum depression, major depression, bereavement) (p
=.002).

Marques et al.,
2010

Logistic and financial barriers

@)
@)
@)
@)
@)

I was worried about how much it would cost — 57.1%

I was unsure about who to see or where to go — 50.4%

Health insurance would not cover treatment — 37.8%

I thought it would be too inconvenient or take too much time —31%
I could not get an appointment — 16.2%

Stigma, shame, and discrimination barriers

@)
@)
@)
@)

O

I felt ashamed of needing help for my problems — 58.2%

I wanted to handle it on my own — 54.2%

I felt ashamed of my problems — 53.2%

I worried about what people would think if they knew I was in
treatment — 39.3%

I was afraid of being criticised by my family if I sought psychiatric
help — 38.6%

Treatment perception and satisfaction barriers

@)
@)
O

I didn’t think treatment would work — 48.9%
I received treatment before and it didn’t work —41.6%
I was not satisfied with the services that were available — 30.7%

Perris et al.,
2021

DUI significantly associated with:

@)
@)
@)

Unemployment.
Earlier onset.
Greater severity of OCD symptoms.

Hoarding OCD = longer DUI.

Hathorn et al.,
2021

Facilitator

O

Perceived treatment benefits significantly predict help-seeking
intention (B =1.37,t=5.16, p =<.001)
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o Age, gender, education, symptom severity, self-efficacy, and treatment
barriers did not predict help-seeking intention.
Barriers
o Wanting to solve the problem on my own — 62%
o Feeling embarrassed or ashamed — 30%
o Not being able to afford the financial costs involved = 40%
o Concerns about the treatments available (e.g., medication side effects)

—46%
Goodwin et al., Received treatment more likely to:
2002 o Beolder.

o Be female.
o Be Caucasian.
o Be divorced/separated.
o Have comorbid PD (most significant), GAD, or PTSD.
No correlation between gender or education with treatment.
No difference in prevalence of major depression or suicidal ideation in
treatment/non-treatment.
Employment status did not have an effect.
Perceived need (readiness for treatment and interference of anxiety symptoms
in daily life) significantly predicted treatment.
Younger age was the only socio-demographic factor that increased likelihood
of being ready to seek help.
Higher education predicts readiness for treatment.
Barriers:
o Not being sure of where to go —39.8%
Can handle it on own — 28.4%
Can'’t afford treatment — 24.9%
Afraid what others would think — 20.5%
No insurance — 16.7%
Afraid to take medication — 14.7%
Treatment won’t help — 5.7%
o Don’t have an anxiety disorder — 4.5%

O O O O O O

Angst et al.,
2005

More severe the comorbidity among adults with OCS, the more likely it was
that they had a positive family history of OCD.

Those with comorbid OCS were more severely affected than adults with pure
OCS with 2-3 times increased likelihood of lifetime treatment, significantly
higher overall distress, 10 times higher suicidality.

Higher treatment rates in OCS and BP than OCS pure or anxiety.

Mancebo et al.,
2011

31/120 (26%) failed to initiate CBT after being recommended.
Endorsed reason did not initiate:
o Environmental barriers - 69.3%
= CBT not available — 10.2%
= Could not afford CBT cost — 24.4%
= Health insurance did not cover CBT — 32.6%
= Too busy or treatment inconvenient — 40.8%
o Perceived utility of CBT — 32.6%
= (BT not helpful in the past — 8.1%
* Did not think CBT would work for my OCD - 18.3%
= (BT would not teach me anything new — 12.2%

189




o Too anxious or fearful to participate in CBT — 30.6%
o Beliefs regarding severity of illness — 30.6%
= OCD not severe enough to justify CBT — 14.2%
= OCD was too severe to participate in CBT — 16.3%
o Relationship with clinician — 12.2%
* Did not think CBT provider was good — 4.0%
= OCD symptoms too personal to discuss — 8.1%
o Stigma/confidentiality — 8.1%
= Did not want a “record” of treatment for OCD — 4.0%
*=  Worried about stigma of mental illness — 6.1%
= Embarrassed others would find out — 6.1%
o Other reasons — 10.2%
¢ Endorsed reason dropped out of CBT:
o Environmental barriers — 53.5%
= (BT not available — 0%
= Could not afford CBT cost — 17.8%
= Health insurance did not cover CBT —7.1%
= Too busy or treatment inconvenient — 42.8%
o Perceived utility of CBT —32.1%
= (BT not helpful in the past —3.5%
* Did not think CBT would work for my OCD — 17.8%
= (BT would not teach me anything new — 14.2%
o Too anxious or fearful to participate in CBT — 28.5%
o Beliefs regarding severity of illness — 10.7%
= OCD not severe enough to justify CBT — 7.1%
= OCD was too severe to participate in CBT —3.5%
o Relationship with clinician — 7.1%
* Did not think CBT provider was good — 3.5%
= OCD symptoms too personal to discuss — 3.5%
o Stigma/confidentiality — 3.5%
= Did not want a “record” of treatment for OCD — 0%
=  Worried about stigma of mental illness — 3.5%
= Embarrassed others would find out — 0%
o Other reasons — 14.2%

e Increased OCD severity predicted likelihood of initiating CBT (x*2 = 11.27, p
=.023) (every 1-point increase on Y-BOCS, 10% increase likelihood in
initiating CBT)

e Age, gender, education, OCD duration, Modified Hamilton Rating Scale for
Depression, comorbidity, CBT history did not significantly impact likelihood
to be recommended or initiate CBT.

Demet et al.,
2010

e Correlation between increasing level of parental education and reducing
duration to seek treatment — insignificant.

e BDI, YBOCS, and total number of obsessions and compulsions —

insignificant.

e Sex, level of education, place of birth, integreity of family, number of

children, origin of patients, presence of comorbidity, types of obsessions
(aggression, contamination, doubting, sexual religious, symmetry, somatic)
and compulsions (repetitive rituals, checking, washing/cleaning, counting,
ordering, hoarding, misc) were statistically insignificant in delaying treatment.
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Moderate income had 3.12-fold higher risk of delaying treatment seeking than
high income.

Single/divorced had 2.29-fold higher risk for delaying treatment seeking than
married.

Psychiatric history = 3 times higher risk than no psychiatric history for
delaying treatment seeking.

Poor insight for symptoms had 2.13-fold higher risk for delaying treatment
seeking than good level of insight.

Hoarding obsessions, a factor in applying for treatment early.

Motivation and misc obsessions were statistically near significant for
extended application for treatment.

Regression model — psychiatric history a strong predictor for early application
for treatment.

Regression model — duration of OCD a factor for delaying treatment (increase
of each year of duration, delayed further).

Okasha et al., Statistically significant relationship between lower education and increased
2021 tendency to seek advice from traditional healers.
Age, sex, religion, occupation, marital state, or residency showed no
significance.
Statistically significant relationship between presence of sexual obsessions
and religious obsessions with higher tendency to seek advice at traditional
healer.
Other obsessions (aggressive, contamination, hoarding, symmetry and
exactness, somatic) and compulsions (cleaning, checking, repeating, counting,
ordering, and hoarding) non-significant.
Went to traditional healer:
o Stigma of seeking psychiatric advice — 89.2%
o Considered disease related to magic or superstitions — 45.9%
o Considered disease related to religion — 81.1%
o Consider religious commitment to help treatment — 75.7%
Did not go to traditional healer:
o Stigma of seeking psychiatric advice — 50.0%
o Considered disease related to magic or superstitions — 0.0%
o Considered disease related to religion — 1.8%
o Consider religious commitment to help treatment — 17.9%
Statistically significant relationship between earlier in onset of symptoms
visiting traditional healers.
del Valle et al., Reasons for recognising the problem:
2017 o Symptom frequency increases — 59.5%

Anxiety/distress increases — 78.6%
Greater interference in daily life — 71.6%
Sadness increases — 50.0%
Disturbing behaviour changes — 59.5%
Symptoms’ uncontrollability — 75.3%

o Someone said it wasn’t normal — 35.1%
Barriers to helps seeking:

o Shame —50.9%

o Low disturbance by symptoms — 16.2%

o Guilt about the symptoms — 20.6%

O O O O O
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Low frequency of symptoms — 8.8%
Thought-action fusion beliefs — 5.5%
Give little importance to symptoms — 45.5.%
Fear of being considered crazy — 43.6%
Low interference by symptoms — 17.3%
Can keep symptoms under control — 54.5%
Pleasant sensations — 0.0%
Fear to treat — 11.8%
The thought “the symptoms will not last” — 63.5%
Fear of social rejection — 29.4%
Mistrust in health professionals — 11.8%
Nobody to trust — 5.9%
Don’t know who to tell — 14.7%
Thought that “it’s not dangerous” —39.1%
o Thought that “it’s common” (or usual) — 4.5%
Motivators of help seeking:
o Frequency of symptoms increases — 68.6%
Anxiety — 81.4%
Interference in daily life — 71.4%
Thought-action fusion —45.7%
It didn’t go away — 71.4%
Fear of being crazy — 47.7%
Out of control — 77.1%
Being a bad person — 18.6%
Sadness — 57.1%
My health is in danger — 30.0%
Fear of the symptoms increasing — 62.5%
Someone tells me to get help — 40.6%
Thought that it was something bad — 43.5%
Fear — 59.6%
o It had control over my life — 62.1%

O O O O O OO OO 0O OoO OO O0oOOo

O O O O OO OO OO0 OO 0O O0

Bes jrog1u et
al., 2004

No significant difference between HCS and NHCS in age, gender marital
status, educational level, or economically active/inactive.

NHCS duration of illness significantly longer than HCS.

NHCS scored significantly lower on YBOCS.

NHCS significantly higher insight.

No significant difference in age of onset, YBOCS compulsion subscale, or
number of obsessions/compulsions.

HCS significantly more aggressive and religious obsessions.

Compulsions frequency no significant difference.

Subjects with comorbid disorders significantly less frequent in the NHCS.
MDD only significant difference between groups.

NHCS higher on all QoL domains.

Difference in psychological health and level of independence significantly
different.

No differences in physical health, social relationships, environment, spiritual,
and social pressure domains, or health and social care (accessibility and
quality), physical safety and security, home environment, financial resources,
opportunities for acquiring new information and skills, participation in and
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opportunities for recreation/leisure, physical environment
(pollution/noise/traffic/climate) and transport.

Degree of insight and level of independence significantly associated with
health care seeking behaviour.

Sex, total Y-BOCS score, psychological health, social relationships scores,
presence of aggressive, religious obsessions, and comorbid diagnosis were not
significant predictors of health care seeking behaviour.

Belloch et al.,
2009

How did you realise you had a problem?
o I couldn’t control (my behaviour and/or thoughts) — 84.6%
It interrupted what I was doing — 80.8%
I felt sad — 65.4%
I noticed changes in my behaviour — 61.5%
Someone told me that my behaviours (and/or concerns) were unusual
or strange — 23.1%
o I have information about my disorder — 3.8%
Why did you delay in seeking treatment for your problem?
o I 'was convinced that the problem was temporary (it would pass over
the time) — 50.0%

@)
@)
@)
@)

o [IfeltI could control the problem — 34.6%

o Ibelieved my behaviours and/or thoughts were not serious — 34.6%

o I felt ashamed by the thought contents — 34.6%

o I feared being considered a mentally ill person — 30.8%

o I thought it was not a problem requiring professional help or treatment
-23.1%

o I was afraid (of the thought contents) — 19.2%

o The problem did not interfere in my daily activities — 7.69%

o I was afraid someone would tell me I was a bad person for having
these thoughts — 3.8%
o I feared that if I disclosed the thoughts to someone, the thoughts could
come true — 3.8%
Why did you seek treatment for your problem?
o The problem didn’t disappear, I couldn’t control it — 77.0%
o The problem (thoughts and/or behaviours) interfered with what I was
doing —77.0%
o The problem (thoughts and/or behaviours) became more and more
disturbing — 73.1%
o The problem (thoughts and/or behaviours) became more frequent —
65.4%
I felt sad — 65.4%
I was afraid of what was happening to me — 57.7%
I believed that my thoughts could come true — 57.7%
I thought I had a serious problem (an illness) — 46.2%
Someone advised me to seek treatment — 38.5%
I thought I was a bad person for having these thoughts — 30.8%
The most frequently selected answers to the question about the reasons for
seeking help can be clustered in four types: the interference caused by the
disorder was too high; mood changes (dysphoria); dysfunctional beliefs
attached to the thoughts; and having increasing insight about the illness basis
of the problem.

O O O O O O
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Significant relationship between early age of OCD onset and delay in help-
seeking and worse insight.

Short delay in help seeking group had more insight, experienced symptoms as
interfering more in daily activities, and aware of changes in their behaviour
caused by symptoms.

Long delay in help seeking group more frequently reported feeling ashamed,
and feared stigma associated with mental disorder.

No differences between long and short delay groups on reasons for seeking
treatment.

Short delay group had lower educational level.

No difference in other sociodemographic data in short and long delay groups.
Delay in help seeking was related to social control and reappraisal on thought
control measure.

Torres et al.,
2007

OCD and comorbid disorder significantly more likely to receive treatment.
Self-help/support groups used more by OCD without comorbidity.

No difference between obsessions only, compulsions only, or obsessions and
compulsions in treatment received.

No significant differences in sociodemographic factors.

Comorbidity with other neurotic disorders, overall severity of psychological
comorbidity, and having experienced suicidal thoughts were all strongly
associated with being in treatment.

Mayerovitch et
al., 2003

Those with severe obsessions of violence and other unpleasant thoughts were
significantly more likely to seek treatment.

Those with obsessions only and obsessions and compulsions were
significantly more likely to seek treatment than compulsions only.

Seeking treatment group were significantly more likely to have comorbid
depression, mania, panic, GAD, or PTSD.

Severe obsessions of violence and other unpleasant thoughts and total number
of OCD symptoms were only significant treatment seeking variables in
multivariate analysis.
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1. Submission and Peer Review Process

New submissions should be made via the Research Exchange submission portal. Should
your manuscript proceed to the revision stage, you will be directed to make your revisions
via the same submission portal. You may check the status of your submission at anytime by
logging on to submission.wiley.com and clicking the “My Submissions” button. For technical
help with the submission system, please review our FAQs or

contact submissionhelp@wiley.com.

For help with article preparation Wiley Editing Services offers expert help with English
Language Editing, as well as translation, manuscript formatting, and figure preparation.

Free format submission

Journal of Clinical Psychology now offers free format submission for a simplified and
streamlined submission process.

Before you submit, you will need:

e Your manuscript: this can be a single file including text, figures, and tables, or
separate files—whichever you prefer. All required sections should be contained in
your manuscript, including abstract, introduction, methods, results, and conclusions.
Figures and tables should have legends. References may be submitted in any style or
format, as long as it is consistent throughout the manuscript. If the manuscript,
figures or tables are difficult for you to read, they will also be difficult for the editors
and reviewers. If your manuscript is difficult to read, the editorial office may send it
back to you for revision.

e Thetitle page of the manuscript, including statements relating to our ethics and
integrity policies (see information on these policies below in Section 1):

o data availability statement

e funding statement

o conflict of interest disclosure

e ethics approval statement

e patient consent statement

e permission to reproduce material from other sources

o clinical trial registration

(Important: the journal operates a double-blind peer review policy. Please anonymize
your manuscript and prepare a separate title page containing author details.)

e Your co-author details, including affiliation and email address.
e An ORCID ID, freely available at https://orcid.org.
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Appendix E

Trauma and Life Events Checklist

Part A. TALE Checklist

(Trauma And Life Events Checklist, Carr, Hardy & Fornells-Ambrojo, 2018)

This checklist includes a list of common traumatic or stressful life events. We would like to know 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...?
(Please see brackets for some examples)

Yes (V)
or
No (%)

More than Age(s) -
once? range if
Yes (v')/ No (%) | repeated

1. Exposure to war, either in the military or as a civilian? (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 close to you such as a parent or caregiver? (e.g. due to being
placed in care, illness, conflict, divorce)

4. Sudden or unexpected move or change in circumstances? (e.g. 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 live
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.g. 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 clean clothes or a safe place to stay during childhood?

13. Someone having any sexual contact with you, before your 16™ 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?
(e.g. 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 least 1 month ago, still affect you now?
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 =

extremely)?

Yes / No

Carr, Hardy & Fornells-Ambrojo (2018) The Trauma and Life Events (TALE) checklist: Development of a tool for improving routine screening in people with psychosis; European Journal of

Psychotraumatology
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Appendix F

Auditory Vocal Hallucination Rating Scale Questionnaire

AVHRS-Q — A self-report questionnaire about hearing voices

Gender*: M/ F

Date of Birth:

Today’s Date:

*please circle the correct answer

The AVHRS-Q (Van de Willige G, Bartels-Velthuis AA and Jenner JA, 2010) is the self-report version of an
interview about hearing voices, the Auditory Vocal Hallucination Rating Scale (AVHRS; Jenner JA and Van de
Willige G, 2002). Translation into English: B.D. Ostafin, L.A. Steenhuis and A.A. Bartels-Velthuis (2017).
© Rob Giel Research center, University Medical Center Groningen, University Center for Psychiatry,

P.O. Box 30.001 (CC72), 9700 RB Groningen, the Netherlands. Email rgoc@umcg.nl, tel.
0031503612079
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In this questionnaire you will be asked about the experiences you have had with
hearing voices. Your answers should reflect your average experiences in the past
month. Please select the answer that is most applicable to you. For each
question only one answer should be selected.

(1) In the past month, did you always hear just one voice or did you
sometimes hear more than one voice?

O always just one voice
O more than one voice: number of different voices = ............

In case you always heard just one voice in the past month, you can skip question 2.

(2) When you heard more than one voice, were these voices speaking
separately (one at a time) or together at the same time?

O the voices were always speaking separately (one by one)

U the voices were speaking both separately and together at the same time U
the voices were always speaking together at the same time

The next questions are written in the form of hearing more than one voice. In case you
hear just one voice, please answer the questions about that one voice.

(3) How often do you hear voices?

not more than once in the past month
about once a week

about once a day

about once an hour

more than once an hour

(I Wy Iy Iy

(4) How long do the voices generally persist?

briefly, only a few seconds

a few minutes

more than a few minutes to about 15 minutes
15 minutes to about an hour

more than one hour to (almost) constantly

(I Wy Iy Iy

207



(5) When do you hear the voices?

U only when falling asleep (when | am almost asleep)
O only when waking up (when | am not yet fully awake)
a

both when falling asleep and when waking up, but not at other times QO the
voices occur at all times of the day

(6) Do the voices seem to come from inside your head or from outside your
head?

usually from inside my head
usually both from inside my head and from the outside environment

usually from the outside environment, in the immediate vicinity U usually
from the outside environment, from further away

000

(7) Do the voices speak to you or about you? Or do they usually say what you
are thinking?

U the voices usually are saying what | am thinking

U the voices usually are speaking to me

U the voices are both speaking to me and about me

U the voices usually are speaking about me or commenting on what | am doing

(8) How loud are the voices?

usually a soft whispering or murmuring

usually louder than a soft whisper but more quiet than my own voice

usually about as loud as my own voice

usually noticeably louder than my own voice

usually much louder than my own voice (also yelling, shouting or screaming)

(I Iy Iy Wy

(9) Are the voices positive or negative?

always positive

mostly positive, but occasionally negative, unpleasant or annoying
mostly neutral or equally positive and negative

mostly negative, unpleasant or annoying

always negative, unpleasant or annoying

(I Iy Iy Wy

When you have selected ‘always positive’ for this question, you can skip question 10 and
move to question 11.

(10) How unpleasant are the negative things that the voices are saying?
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(11)

(12)

(13)

(14)

(15)

the voice are unpleasant indeed, but they do not say negative things about
myself or others

the voices mostly say negative things about what | am doing (or what others
are doing)

the voices mostly say negative things about what or how | am (or how others
are) U the voices are threatening me or are giving commands to hurt myself

or others

Do the voices make you feel anxious or frightened at times?

never
occasionally

about half of the time

most of the time

all of the time (or sometimes | completely panic because of the voices)

(I Wy Iy Iy

Do the voices interfere with your daily life? Do they disturb or hinder the
daily routine?

never
occasionally

about half of the time
most of the time

all of the time

(I Iy Iy Wy

Do the voices control or interfere with your thoughts, so that you cannot
think well or clearly?

never
occasionally

about half of the time
most of the time

all of the time

(I Iy Iy Iy

Do you feel that you can manage your voices? Do you have them under
control? For example, can you evoke them or make them disappear?

| always have control over my voices

| have control over my voices most of the time

| have control over my voices about half of the time

| do not have control over my voices most of the time
I never have control over my voices

(I Wy Iy Iy

What do you think is the cause of your voices?
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Are they caused by things that concern you (for example your own
thoughts, feelings or distress) or are they caused by outside influences
(for example other people, computers, ghosts or extraterrestrial beings)?

a
a
a

a
a

the voices only concern myself
the voices mostly concern myself

the voices equally concern myself as much as they are caused by outside
influences

the voices are mostly caused by outside influences
the voices are fully caused by outside influences

(16) Please indicate on the scale (ranging from 1 to 10) how often you were

bothered by the voices in the past month; ‘1’ means ‘never’ and ‘10’

means ‘always’.

(17) Please indicate on the scale (ranging from 1 to 10) how severely or how

much you suffered from the voices in the past month; ‘1’ means ‘not at all’

and ‘10’ means ‘extremely’.

1 2 3 4 5 6 7 8 9 10

NOL At Al ... extremely

Finally:

When was the first time you heard one or more voices?

Number = ............... months / years ago (please circle the answer that is applicable)
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Appendix G

Resilience Scale for Adults

Appendix: the Resilience Scale for Adults, 33 items

When something unforeseen happens 1 always find a solution
My personal problems are unsolvable
My abilities | strongly belseve in
My judgements and decisions | often doube
In difficult periods | have a tendency to view everything gloomy

Events in my life that | cannoe influence | manage to come to terms with

My plans for the future are difficult to accomplish
My future goals 1 know how to accomplish
I feel that my future looks very promising
My goals for the future are unclear
Seructured seyle

| am at my best when | have a clear goal to strive for
When | start on new things/projects | rarely plan ahead, just get on with it
lam good at organizing my time
Rules and regular routines are abscent in my everyday life
Secial competence

I enjoy being together with other people
To be flexible in social settings is not Important to me
Meeting new people is difficult for me
When | am with others | easily bugh
For me, thinking of good topics for conversation is difficule
Famaly cohesion

My family's understanding of what is important in life s quite different than mine
I feel very happy with my family
My family is characterized by disconnection
In difficult periods my family keeps a pasitive outlook on the future
Facing other people, our family acts unsupportive of one another
In my family we like to do things on our own
Social resources

I can discuss personal issues with no one
Those who are good at encouraging me are some close friendsffamily members
The bonds among my friends is weak
When a family member experiences a crisisfemergency | am informed right away
I get suppart from friends/family members
When needed, | have no one who can help me
My close friendsffamily members appreciate my qualities

ooooo
ooooo
ooooo
0ooooo
ooooo

ooooo

ooooo
ooooo
ooooo
ooooo

ooooo
ooooo
0ooooo
ooooo

ooooo
ooooo
ooooo
ooooo
ooooo
ooooo

0oooo
ooooo
ooooo
ooooo
ooooo
aooooo

ooooo
ooooo
ooooo
0ooooo
ooooo
ooooo
0ooooo

| often feel bewildered

I know how to solve

| am uncertain about

I trust completely

find something good that help me
thrive

are a constant source of worryfconcern

passible to accomplish
I am unsure how to accomplish
uncertain

well thought through

can take one day at a time
I prefer to have a thorough plan
wasting my time

simplify my everyday life

by myself

is really important to me
I have difficulty making
something | am good at
I seldom bugh

easy

very similar to mine

very unhappy with my family
healthy coherence

Views the future as gloomy
loyal towards one another
do things together

nowhere

strong

it takes quite a while before | am told
No one

always someone who can help me

dislike my qualities

Correspondence: Oddgeir Friborg, University of Tromse,
Department of Psychology, N-9037 Tromse, Norway.
Telephone (+47) 776 45945.

Fax (+47) 776 45610.

Email ofriborg@psyk.wit.no
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Appendix H

Comprehensive Assessment of Acceptance and Commitment Therapy

Name: Date:
CompACT
Please rate the following 23 statements using the scale below:

0 1 2 3 4 5 6
Strongly Moderately Slightly Neither agree Slightly agree Moderately Strongly agree
disagree disagree disagree nor disagree agree

1. | can identify the things that really matter to me in life and pursue them 2 3 4 5 6

2. One of my big goals is to be free from painful emotions 2 3 4 5 6

3. I rush through meaningful activities without being really attentive to them 2 3 4 5 6

4. | try to stay busy to keep thoughts or feelings from coming 2 3 4 5 6

5.l act in ways that are consistent with how | wish to live my life 2 3 4 5 6

6. | get so caught up in my thoughts that | am unable to do the things that | most 2 g a 5 a
want to do

7. I make choices based on what is important to me, even if it is stressful 2 3 4 5 6

8. | tell myself that | shouldn’t have certain thoughts 2 3 4 5 6

9. | find it difficult to stay focused on what’s happening in the present 2 3 4 5 6

10. | behave in line with my personal values 2 3 4 5 6

11. | go out of my way to avoid situations that might bring difficult thoughts, ) 3 4 s 6
feelings, or sensations

12. Even when doing the things that matter to me, | find myself doing them without 2 g a 5 a
paying attention

13. | am willing to fully experience whatever thoughts, feelings and sensations come ) 3 4 s 6
up for me, without trying to change or defend against them

14. | undertake things that are meaningful to me, even when | find it hard to do so 2 3 4 5 6

15. | work hard to keep out upsetting feelings 2 3 4 5 6

16. | do jobs or tasks automatically, without being aware of what I'm doing 2 3 4 5 6

17.1am able to follow my long-term plans including times when progress is slow 2 3 4 5 6

18. Even when something is important to me, I'll rarely do it if there is a chance it 2 g a 5 a
will upset me

19. It seems | am "running on automatic" without much awareness of what I'm ) 3 4 s 6
doing

20. Thoughts are just thoughts — they don’t control what | do 2 3 4 5 6

21. My values are really reflected in my behaviour 2 3 4 5 6

22. | can take thoughts and feelings as they come, without attempting to control or 2 g a 5 a
avoid them

23. | can keep going with something when it’s important to me 2 3 4 5 6

Page 1 of 2

© University of Lincoln 2020
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Scoring instructions (administrative use only)

o Scores are derived by summing responses for each of the three subscales (Openness to Experience; Behavioral Awareness;
Valued Action) or the scale as a whole (CompACT Total score).
e Twelve items are reverse-scored before summation (items 2, 3, 4, 6, 8,9, 11, 12, 15, 16, 18, and 19).

Openness to Experience (OE) subscale

Calculated as the sum of scores for items: 2 (reversed), 4 (reversed), 6 (reversed), 8 (reversed), 11 (reversed), 13, 15 (reversed),
18 (reversed), 20, and 22.

Subscale scores range from 0-60, with higher scores indicating greater openness to experience (willingness to experience
internal events [thoughts, feelings, sensations, etc.] without trying to control or avoid them)

Behavioral Awareness (BA) subscale

Calculated as the sum of scores for items: 3 (reversed), 9 (reversed), 12 (reversed), 16 (reversed), and 19 (reversed).
Subscale scores range from 0-30 with higher scores indicating greater behavioral awareness (mindful attention to current
actions)

Valued Action (VA) subscale
Calculated as the sum of scores for items: 1, 5, 7, 10, 14, 17, 21, and 23.
Subscale scores range from 0-48 with higher scores indicating greater engagement in valued actions (meaningful activity)

CompACT Total
Calculated as the sum of the three subscale scores, the full-scale CompACT Total score ranges from 0-138, with higher scores
indicating greater psychological flexibility.

Page 2 of 2
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Appendix I

Letter of Ethical Approval

From: psychethics
Subject: Ethics Feedback - EC.22.02.08.6528R2A
Date: 30 November 2022 at 15:03
To:
Cc:

Dear FE®

The Ethics Committee has considered the amendment to your PG project proposal: The difference in levels of psychological
flexibility and resilience between care seeking and non-care seeking voice hearers following exposure to trauma
(EC.22.02.08.6528R2A).

Your amended project proposal has received a Favourable Opinion based on the information described in the proforma and
supporting documentation.

Conditions of the favourable opinion
The favourable opinion is subject to the following conditions being met:

You must retain a copy of this decision letter with your Research records.

e Please note that if any changes are made to the above project then you must
notify the Ethics Committee.

¢ Please use the EC reference number on all future correspondence.

e The Committee must be informed of any unexpected ethical issues or
unexpected adverse events that arise during the research project.

e The Committee must be informed when your research project has ended. This
notification should be made to psychethics @cardiff.ac.uk within three months of
research project completion.

The Committee reminds you that it is your responsibility to conduct your research project to the highest ethical
standards and to keep all ethical issues arising from your research project under regular review.

You are expected to comply with Cardiff University’s policies, procedures and guidance at all times, including, but not
limited to, its Policy on the Ethical Conduct of Research involving Human Participants, Human Material or Human Data
and our Research Integrity and Governance Code of Practice.

Kind regards,

School of Psychology Research Ethics Committee

Cardiff University
Tower Building
70 Park Place
Cardiff

CF10 3AT

Tel: +44(0)29 208 70707
Email: psychethics @cardiff.ac.uk

The University welcomes
correspondence in Welsh or
English. Corresponding in Welsh
will not lead to any delay.

Prifysgol Caerdydd
Adeilad y Twr

70 Plas y Parc
Caerdydd

CF10 3AT

Ffon: +44(0)29 208 70707
E-bost:
psychethics @caerdydd.ac.uk

Mae’r Brifysgol yn croesawu
gohebiaeth yn Gymraeg neu yn
Saesneg. Ni fydd gohebu yn
Gymraeg yn creu unrhyw oedi.
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Appendix J
Support and Self-Care Document

Self-Care and Support

It can be common for people to experience some big emotions when asked to think or talk
about challenging times in their lives. These feelings can be difficult to manage and may feel
uncomfortable. If you find yourself in this situation, we encourage you to use your existing
coping strategies. Also, some people find that their voices increase in intensity temporarily
when they think or talk about hearing voices, and this may cause you distress. You can cope
with this temporary increase by using your usual coping strategies. If you find your current
strategies are not working or you would like some additional ideas/support, there is a list of
self-care ideas and signposting options.

Immediate Contact Details

If you feel that you need someone to talk to immediately then please contact your GP to
discuss any concerns with your mental wellbeing and they will be able to refer you for
psychological therapy or may provide medications to help manage your distress. If you are
concerned that the distress your experiencing may require urgent support and you are
unsure if you are able to keep yourself safe, then please contact 999 or visit your

local Accident and Emergency department.

Additionally, you could contact any of the following services who are available to contact 24
hours a day, 365 days a year:
e Samaritans: UK wide charity that is available as a listening service available 24 hours a
day, 365 days a year.
o Telephone: 116 123
o Email: jo@samaritans.org
o Website: https://www.samaritans.org
e Community Advice and Listening Line (C.A.L.L.) Helpline: Wales only helpline offering
emotional support and information and mental health and related matters available
24/7, 365 days a year.
o Telephone: 0800 132 737
o Text: 81066
o Website: https://www.callhelpline.org.uk/
e National Suicide Prevention Helpline: UK wide helpline that offers a supporting
listening service to anyone with thoughts of suicide open 24/7.
o Telephone: 0800 689 5652
o Website: https://www.spbristol.org/NSPHUK

Self-Care
e Eat nutrient rich food that you enjoy, and that you might like to cook yourself.
e Drink plenty of water and make yourself your favourite hot drink like tea or hot
chocolate.
e Make sure you are getting enough sleep by creating a comfortable sleep environment.
e Go for a walk outside into fresh air and maybe try some exercise.
e Read your favourite books, stories or poems.
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Try drawing your thoughts and feelings.

Listen to your favourite music, podcast, or audio book.

Take a bath or a long shower.

Play your favourite video game or board game.

Watch your favourite tv show, movie, online videos etc.

Look through photographs of happy memories.

Use some breathing exercises (see below for links to guided breathing exercises).
Use some grounding exercises such as hugging yourself, massaging your hands, feeling
different textures etc. (see below for links to grounding exercises).

Contact your friends, family, or someone you care about.

Join an online support group.

Additional Links

General Support/Advice: https://www.mind.org.uk/information-support/tips-for-
everyday-living/

General

Support/Advice: https://111.wales.nhs.uk/encyclopaedia/m/article/mentalhealthan
dwellbeing

Mental Health Support/Advice: https://www.mentalhealth.org.uk/your-mental-
health/looking-after-your-mental-health

Mental Health Support/Advice: https://www.getselfhelp.co.uk/

Support for Hearing Voices: http://www.voicecollective.co.uk/coping/

Sleep Support: https://www.sleepio.com

Breathing Exercise: https://www.nhs.uk/mental-health/self-help/guides-tools-and-
activities/breathing-exercises-for-stress/

Breathing Exercise: https://www.youtube.com/watch?v=tEmt1Znux58

1 Minute Breathing Exercise: https://www.youtube.com/watch?v=c1Ndym-IsQg

5 Minute Breathing Exercise: https://www.youtube.com/watch?v=nmFUDkj1Aq0
Grounding Exercise: https://www.youtube.com/watch?v=tEmt1Znux58

Signposting

SANEline: UK wide charity working to improve the quality of life for people affected
by mental health difficulties available 4:30pm-10:30pm every day.

o Telephone: 0300304 700

o Email: support@sane.org.uk

o Website: http://www.sane.org.uk
Campaign Against Living Miserably (CALM): UK wide charity making a stand against
suicide offering a free and confidential helpline available from 5pm until midnight with
an online webchat also available.

o Telephone: 0800 58 58 58

o Website: https://www.thecalmzone.net/
Switchboard: UK wide support, information, and referral service for lesbian, gay,
bisexual, and trans individuals and anyone considering issues around their sexuality
and/or gender identity available 10am-10pm every day with an online chat also
available.

o Telephone: 0300 330 0630

o Email: chris@switchboard.lgbt

o Website: https://switchboard.lgbt
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Appendix K

Participant Information Sheet

Participant Information Sheet

TITLE: Exploring the differences in levels of psychological flexibility and resilience between
care seeking and non-care seeking voice hearers following exposure to trauma.

We would like to invite you to take part in this research project (henceforth referred to as the
project). Before you decide whether or not to take part, we want to tell you more about the
project.

Please read this Participant Information Sheet carefully as it is important that you fully
understand why we are running the project and what it would involve if you decided to take
part. You do not have to decide now whether you would like to take part.

If you would like to take part in the project, please complete the consent form on. Completion
of the consent form will automatically submit the results to us and you will be able to access
questionnaires for the project.

Title of the project
Exploring the difference in levels of psychological flexibility and resilience between care
seeking and non-care seeking voice hearers following exposure to trauma.

Why have | been asked to take part?

We are asking people who have heard one or more voice, that no one else is able to hear,
within the last month and people who have experienced one or more traumatic experiences
in their life. If you feel that you meet these criteria, then we would like to give you more
information about this project.

What is the purpose of the project?

We understand that there is a link between traumatic experiences and hearing voices,
however, we would like to find out whether resilience and psychological flexibility affect the
likelihood that an individual requires support for their voices.

Do | have to take part?

Your involvement in the project is completely voluntary and you will only be involved in the
project after reading this information sheet, virtually signing, and completing the consent
form to confirm your participation in the project. If you decide to take part, but later change
your mind, you can withdraw from the project at any time, without giving any reason. All
information you give will be anonymised, so if you decide that you want to withdraw from
the project after completing the questionnaires, the researcher will not be able to remove
any information you have given, and your data will be analysed with other participants’ data.
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Withdrawing after completing the consent form will not affect your entry to the prize draw
or Cardiff University Experiment Management System (EMS) participation credits.

What will taking part in the project involve?

You will be asked to complete four questionnaires and a selection of demographic questions
which should last no more than one hour. These questionnaires cover a range of topics
including your experience of hearing voices, your experience of traumatic event(s),
psychological flexibility, and resilience. The questionnaires will be available following the
completion of the consent form and will be completed digitally through Qualtrics.

How will the information obtained during the project be used?
The information gathered might be used in a number of ways:
e The results of the project will be shared with staff at Cardiff University.
e The results will be written up and presented as the research aspect of the South Wales
Doctorate of Clinical Psychology Course.
e |tis also hoped that the results will be published in a scientific journal and presented
at conferences.
e All participants will be offered the opportunity to receive a summary of the project
when the results of the project are finalised.

Whilst the project does collect demographic information, please be assured that this
information will not be used to identify you so you will not be identified in any
report/publication related to this project.

What are the benefits of taking part?

Once you have completed the consent form, you will be placed into a prize draw to have the
opportunity to win one of six Love2Shop vouchers (1 x £50 and 5 x £10 to be won). If you are
an undergraduate student at Cardiff University, you will have the opportunity to opt out of
the prize draw and, instead, receive EMS participation credits. To do this, you will be asked to
provide your university number.

We hope that your participation in this project will help to further our understanding of
hearing voices and expand the research field. Furthermore, we hope that this improved
understanding will inform the development of future support or treatment options,
improving the care and support provided to yourself and others in similar situations.

We hope that by taking part in this project, it will give you an opportunity to reflect on your
experiences and provide you with an opportunity to share your knowledge with the wider
community.

Are there any disadvantages of taking part?

Some of the questions within this project may provoke distressing thoughts or memories. The
guestionnaires have been selected to minimise the amount of detail and, in turn, the amount
of distress caused. It is important to know that taking part in the study will involve answering
questions about your experience of hearing voices. Some people find that their voices
increase in intensity temporarily when they think or talk about hearing voices, and this may
cause you distress. If you do become distressed while completing the questionnaires, please
take the time to look after your needs and use your usual coping strategies. If you feel that
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the questions are too distressing to continue, then we would like to remind you that you may
withdraw at any stage.

Whilst you are completing the questionnaires, there will be a Self-Care and Signposting
document available to you which provides a list of contact details and strategies that you may
use to manage any distress.

If you have any questions regarding the nature of the questions and the project, the details
of the lead researcher are below, however, it should be noted that they will be unable to
provide any direct support.

Will my taking part in the project be confidential?

All information collected from you during the project will be kept strictly confidential and any
personal data you provide will be held in accordance with data protection law (please see
‘What will happen to my personal data’ below for further information).

The answers to the individual questions will only be viewable by the research team whilst
analysing the data. All data will be anonymised to protect your identity. The data will be
stored in accordance with GDPR regulations and in line with Cardiff University data
governance and records management policy.

As an exception, if the investigator or a member of the project team has concerns about your
safety, or the safety of others, they may be legally required to override confidentiality and
report this to appropriate persons. The investigator would try and discuss this with you in the
first instance if appropriate to do so.

What will happen to my personal data?

Cardiff University is the sponsor for this project based in the United Kingdom. Cardiff
University will be using information from you in order to undertake this project and will act
as the data controller for this project. This means that the university is responsible for looking
after your information and using it properly. The University is registered as a Data Controller
with the Information Commissioner's Office (ICO) to process personal data for research
purposes. Registration No.: Z6549747.

Under data protection law, Cardiff University must specify the legal basis that we are relying
on to process your personal data. In providing your personal data for this project we will
process it on the basis that doing so is necessary for our public task for scientific and historical
evaluation purposesin accordance with the necessary safeguards and is in the public interest.

Your rights to access, change or move your information are limited, as we need to manage
your information in specific ways in order for the results to be reliable and accurate. If you
withdraw from the project, we will keep the information about you that we have already
obtained. To safeguard your rights, we will use the minimum personally identifiable
information possible.
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For more information on how the Cardiff University uses data for projects, please use the
following link: https://www.cardiff.ac.uk/public-information/policies-and-procedures/data-
protection

Who has reviewed this project?
This project has been reviewed by Cardiff University Psychology Ethics who have provided
approval for this service evaluation to go ahead.

Contact for further information
If you wish to obtain further information about this study, or if you have any queries, please
contact Owen Lane, using the contact details below.

Raising a concern and complaints
If you wish to raise a concern, or complain about the project, please contact Owen Lane,
using the contact details below.

If we cannot resolve your concerns or problems, then Cardiff University Research Ethics has
a complaints procedure. Please write to:

The Secretary,

School Research Ethics Committee,
School of Psychology,

Cardiff University,

Park Place,

CF10 3AT

Email: psychethics@cardiff.ac.uk
Tel: +44 (0) 029208 70707

Thank you for taking the time to read this information sheet.

The Project Team

Principal Researcher
Owen Lane
Trainee Clinical Psychologist
South Wales Doctoral Programme in Clinical Psychology, Cardiff University
laneo@cardiff.ac.uk

Lead Supervisor Supplementary Supervisor
Dr Heledd Lewis Dr James Gregory
Consultant Clinical Psychologist Clinical Psychologist
South Wales Doctoral Programme in South Wales Doctoral Programme in Clinical
Clinical Psychology, Cardiff University Psychology, Cardiff University
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Appendix L

Consent Form

Consent Form

TITLE: Exploring the differences in levels of psychological flexibility and resilience between
care seeking and non-care seeking voice hearers following exposure to trauma.

Please read each statement and select 'Yes' to consent to take part in the project. Selecting
‘No’ on one or more of the following statements will indicate that you do not wish to take

part

1.

in the project.

| confirm that | have read and understood the Participant Information Sheet for the
above project. | have had the opportunity to consider the information, ask questions
and have had these answered satisfactorily.

| understand that my participation in this study is entirely voluntary and that | am free
to withdraw from the study at any time without giving reason. If | choose to withdraw
from the study, there will be no adverse consequences.

| consent to completing the study questionnaire asking about my experience of
hearing voices.

| consent to completing the study questionnaire asking about my experience of one or
more traumatic events.

| understand that my participation is anonymous, and my responses will be recorded
without any identifiable information.

| understand that my information and responses to the questionnaire will be stored
securely.

| understand that the research is looking at patterns across groups of people who hear
voices and | understand | will not receive any feedback on my responses.

| understand that the research findings will be written up into a report and this will be
submitted to an academic journal to be published.

| agree to take part in the project titled ‘Exploring the differences in levels of
psychological flexibility and resilience between care seeking and non-care seeking
voice hearers following exposure to trauma’.

This tick box is used in place of a signature:

Cardiff University is the Data Controller and is committed to respecting and protecting your
personal data in accordance with your expectations and Data Protection legislation. The
University has a Data Protection Officer who can be contacted at inforequest@cardiff.ac.uk.
Further information about Data Protection, including your rights and details about how to
contact the Information Commissioner’s Office should you wish to complain, can be found at
the following: https://intranet.cardiff.ac.uk/staff/supporting-your-work/manage-use-and-

protect-data/data-protection
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Appendix M

Debrief Sheet

Thank you for participating in this project. Your anonymised responses have been recorded
and combined with other participants’ data.

Thank you for sharing your experience hearing voices and exposure to a traumatic event. We
hope that the information you shared with us today will further the understanding of voice
hearing and provide pathways to develop support and treatment to support individuals with
similar experiences.

Once all the data has been collected and analysed, the results will be written up and presented
as part of the South Wales Doctoral Programme of Clinical Psychology. We also would like
others to know about and learn from this project. Therefore, we are hoping to share these
findings in the health board and beyond by presenting at conferences and publishing it in
scientific journals.

The researchers involved in this project will not use the responses to the questionnaires to
diagnose any mental health disorders and will use the data solely for research purposes.
Therefore, you should not regard completion of the mental health questionnaire as a clinical
screening procedure. If you want help for any personal issues, then please contact your GP or
consider any of the options outlined in the Self-Care and Signposting document.

If you wish to raise a concern, or complain about the project, please contact Owen Lane, using
the contact details below.

If we cannot resolve your concerns or problems, then Cardiff University Research Ethics has a
complaints procedure. Please write to:

The Secretary,

School Research Ethics Committee,
School of Psychology,

Cardiff University,

Park Place,

CF10 3AT

Email: psychethics@cardiff.ac.uk
Tel: +44 (0) 029208 70707

The Project Team

Principal Researcher
Owen Lane
Trainee Clinical Psychologist
South Wales Doctoral Programme in Clinical Psychology, Cardiff University
laneo@cardiff.ac.uk
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Lead Supervisor Supplementary Supervisor
Dr Heledd Lewis Dr James Gregory
Consultant Clinical Psychologist Clinical Psychologist
South Wales Doctoral Programme in South Wales Doctoral Programme in Clinical
Clinical Psychology, Cardiff University Psychology, Cardiff University

Cardiff University is the Data Controller and is committed to respecting and protecting your
personal data in accordance with your expectations and Data Protection legislation. The
University has a Data Protection Officer who can be contacted at inforequest@cardiff.ac.uk.
Further information about Data Protection, including your rights and details about how to
contact the Information Commissioner’s Office should you wish to complain, can be found at
the following: https://intranet.cardiff.ac.uk/staff/supporting-your-work/manage-use-and-
protect-data/data-protection
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Results from z-tests with Cohen’s d

Appendix N

CSVH NCSVH Mean BCa 95% CI

M SE M SE A Low Up df t p d
TALE
Still affecting* 259 38 151 .18 1.08 24 195 7279 257 012 61
Distress 578 44 400 29 178 72 280 147 346 <001 .61
Repeated 490 .57 332 30 1.9 29 291 147 272 007 .54
Total count 673 .67 516 37 156 09 313 147 224 027 43
AVHRS-Q
Severity* 408 53 203 21 205 86 310 6656 359 <001 .97
CompACT
Openness to 1971 119 2433 63 462 710 -1.94 147 379 <001 -75
Experiences
Behavioural 1084 .75 1447 54 363 542 -181 147 -394 <001 -.68
Awareness
Valued Action 2831 122 2984 91 -142 442 164 147  -92 357 -16
Total 60.55 1.84 7085 129 -1030 -1472  -6.01 147 463 <001 -81
RSA
Self 258 .10 316 .07  -58 -8  -33 147 466 <001 -81
Future 208 .13 341 .09  -43  -73  -12 147 284 005 -51
Structured Style 312 .12 343 08  -31 60 -0l 147 218 031 -38
Social Competence 3.05 .10 3.47 .06 -42 -.66 -.18 147 -3.66 <001 -.67
Family Cohesion 327 .11 360 .09  -32  -62  -05 147 214 034 -35
Social Resources 3.24 .09 3.73 .07 -49 =71 =27 147 -4.41 <001 -76
Overall 305 .07 348 .05  -43 -6l -26 147  -488 <001 -84

CSVH = Care-Seeking Voice Hearers; NCSVH = Non-Care-Seeking Voice Hearers; TALE =
Trauma and Life Events checklist; AVHRS-Q = Auditory Vocal Hallucination Rating Scale
Questionnaire; CompACT = Comprehensive Acceptance and Commitment Therapy measure,
RSA = Resilience Scale for Adults, M = mean, SE = standard error, A = change, df = degrees
of freedom, BCa CI = bootstrapped confidence intervals.
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