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Preface

The current thesis explores the experiences of individuals with the psychological
condition body dysmorphic disorder (BDD) and then couples affected by the dermatological
condition Hidradenitis Suppurativa (HS).

BDD is a distressing psychological condition where individuals are preoccupied with
a perceived flaw in their appearance, often imagined or very slight and unnoticeable to others.
The systematic review and thematic synthesis aimed to integrate the existing qualitative
studies on the experiences for individuals with BDD. A systematic review protocol was
developed and used to search for qualitative studies on BDD on six different databases.
Guidelines for specifically conducting a systematic review were followed and 10 peer-
reviewed journal articles were found that met the inclusion criteria. All 10 articles were
quality assessed. Thematic synthesis was used to integrate the data from the findings. Three
major themes and ten subthemes were created in the thematic synthesis. The first major
theme ‘self-objectification and the view of self” captures how participants viewed themselves
in relation to the perceived flaw, the all-encompassing preoccupation of the perceived flaw
and the shame and disgust which some participants experienced towards themselves. The
second major theme ‘control and protecting the self’ details how participants with BDD felt
out of control with their appearance but the safety behaviours and avoidance they engaged in
were counterproductive as the behaviours became consuming and led the participants to have
a more restricted life. The final major theme ‘sociocultural influences and the impact of
others in BDD’ discusses the role of sociocultural factors in the development of BDD and
how others may help or hinder individuals’ experiences of BDD. The thematic synthesis
contributes to the field by highlighting the role of shame and disgust in the lived experiences
for people with BDD. In addition, the study supports the application of objectification theory

in BDD but more research is needed on the experiences of males with differing sexual



orientations and BDD. Services supporting people with BDD should ensure they are
culturally appropriate, consider outreach initiatives and consider offering compassion
focussed techniques alongside more established cognitive behavioural therapy. The thesis
also suggests further areas of research in BDD.

The second part of the thesis focuses on the experiences of couples where one person
in the relationship has HS. HS is a dermatological condition where individuals experience
painful flares with abscesses and scarring often presenting in intimate areas of the body. The
empirical study is the first one to interview couples about their experiences of HS. Six
couples participated with all twelve individuals interviewed separately. The methodological
approach used in this study was Interpretative Phenomenological Analysis (IPA) as it is
appropriate when topics are particularly important to participants. In IPA, the researcher is
making sense of the participant making sense of their experiences and so it is important for
the author to be reflective throughout the lifecycle of the study as this could influence data
interpretation. Interviews were held over the videoconferencing platform, MS Teams. The
aim of the study was to explore the couples’ experiences of HS with a specific focus on
flares, pain, intimacy, relational functioning and accessing healthcare. Three major themes
emerged from the study. The first theme ‘being unheard: a frustrating journey to receiving
care’ highlighted the difficult experiences that the couples often faced when trying to access
healthcare for flares, often due to a lack of sensitivity or knowledge of HS from healthcare
professionals. The second theme ‘relational burden and dyadic coping’ details the impact of
HS on the couple, their relationship and how they work together to identify solutions or make
adjustments to any difficulties that arise. The final theme ‘self-disgust and self-
consciousness’ details the difficult emotions that people with HS experience such as shame
and disgust. Whilst some of the patients with HS in the study could be very self-critical, the

partners did not think of them or their HS symptoms in the same way. This study contributes



to the field by highlighting the considerable impact of flares of HS for couples. To help
improve the experience of accessing healthcare for flares, GPs and A&E staff should have
further training on the emotional and psychological consequences of HS. Embedding
psychological therapy in dermatology services may also help partners and patients cope with
the experience of HS. Further research areas are also identified.

Theoretical overlap between the two studies include appearance concerns contributing
to disgust towards the self and feelings of shame. The study exploring the experiences for
people with BDD is more focused on appearance concerns and their impact whereas the study
with couples impacted by HS explores how couples cope with the condition, including pain,

losses, remaining close when unable to be intimate and experiences of accessing healthcare.
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Highlights

e A thematic synthesis on 10 papers regarding the experiences of people with BDD
e Shame and disgust appear to play a role in living with BDD
e Objectification theory may help explain the experiences for individuals with BDD

e Social and cultural factors may influence the development and maintenance of BDD

Abstract
Introduction: Body Dysmorphic Disorder (BDD) is a distressing psychological condition
where an individual is preoccupied by a perceived issue with their appearance. Qualitative
studies provide a unique opportunity to investigate the lived experiences of people with BDD.
The current systematic review aims to use thematic synthesis to integrate the findings from

the extant studies.

Method: Searches were run on six databases to identify peer-reviewed journal articles
of qualitative studies pertaining to the experiences of individuals with BDD. PRISMA
guidance was followed and ten articles were identified for inclusion. The quality of each
article was appraised. Thematic synthesis was then conducted to generate new and

summative themes from the ten articles.

Results: Three superordinate themes were created; ‘self-objectification and the view
of self’, ‘control and protecting the self’, and ‘sociocultural influences and the impact of

others in BDD’.

Conclusion: Internal shame, external shame and self-disgust may contribute to
experiences for people with BDD. Objectification theory may help explain the experiences

for individuals with BDD. Services should ensure that they are culturally appropriate,



consider outreach initiatives and consider offering compassion focused techniques alongside

more established cognitive behavioural therapy. Areas for further research discussed.

Keywords
Body Dysmorphic Disorder; Qualitative research, Thematic synthesis, Lived experiences,

Systematic Review
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The Experiences of Individuals with Body Dysmorphic Disorder: A Systematic Review
and Thematic Synthesis
Body Dysmorphic Disorder (BDD) is a psychological condition diagnosed according

to the Diagnostic and Statistical Manual of Mental Disorders (DSM-5), requiring an
individual to be preoccupied with a perceived flaw in their appearance (American Psychiatric
Association, 2013). As the flaw is “imagined”, others do not see anything wrong with their
appearance or if there is one, it is slight and the preoccupation and distress caused is very
heightened in comparison (Veale, 2004a). An individual with BDD may have one or multiple
perceived flaws (American Psychiatric Association, 2013). Furthermore, in BDD the area of
concern may shift to another part of the body (Veale et al., 1996). BDD is also in the
International Classification of Diseases, Eleventh Revision (ICD-11; World Health
Organization, 2019). Unlike the DSM-5, the ICD-11 states that individuals with BDD can be
preoccupied about “ugliness in general” rather than specific areas of concern and states that
indviduals with BDD are likely to experience ideas of self-reference (World Health
Organization, 2019, Essential (Required) Features section, para. 3). Individuals experiencing
BDD may experience a significant amount of distress in relation to their appearance and may
unduly view themselves to be disgusting, ugly or deformed (Feusner et al., 2008). This
distress may reflect the suicidality experienced by people with BDD with approximately 80%
of individuals experiencing suicidal ideation and between 24 to 28% having attempted
suicide (Phillips, 2007). Furthermore, BDD is associated with significant functional
impairment with more severe BDD associated with poorer psychosocial functioning (Phillips

et al., 2008).

Similarly to other psychological conditions, BDD is placed at the end of the
continuum for commonly held appearance concerns (Clarke et al., 2014; DeRosse &

Karlsgodt, 2015; Ross & Gowers, 2011; Tebeka et al., 2021). However, if the appearance
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concerns are related to an obvious visible difference, a diagnosis of BDD cannot be made
according to the DSM-5 and ICD-11 (American Psychiatric Association, 2013; World Health
Organization, 2019). Concerns have been raised that a BDD diagnosis is therefore based on
another person deciding how obvious the perceived flaw is as individuals with visible
differences may have high levels of preoccupation, like those with BDD (Clarke et al., 2014).
Furthermore, appearance-related distress can be experienced in any clinical severity of visible
difference and may be more pronounced for those whose visible difference is classified as
being more minor (Clarke et al., 2014). Nevertheless, individuals living with a visible
difference may often experience stigma from members of the public in a variety of forms,
such as “staring, audible comments, intrusive questions about the nature and causes of the
difference, together with other negative or avoidant behaviours” (Rumsey & Harcourt, 2004,
p.85). Therefore, an incorrectly given diagnosis of BDD, when someone has an obvious
visible difference, may not capture the actual stigmatising experiences that the individual

may frequently be subjected to.

Studies within the general population have found BDD to have a prevalence rate
between 0.5%-3.2% (Minty & Minty, 2021). As individuals with BDD may not have insight
that they have a psychological condition (Eisen et al., 2004), they may seek treatment to
correct the perceived flaw, rather than access psychological support (McCausland et al.,
2021). Likewise, feelings of embarrassment or shame about the perceived flaw may prevent
individuals from help-seeking (Phillips, 2004). Therefore, the number of individuals

experiencing BDD may be underrepresented (Minty & Minty, 2021).

Self-conscious emotions have been posited as playing a role in BDD. Shame has been
recognised as being prominent in BDD (Weingarden et al., 2018). Shame is a primary
emotion with the purpose of protecting the self from social exclusion by bringing into

awareness any aspect of the self which could cause one to be rejected (Ryan, 2017). Shame
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can be separated into two types; external shame and internal shame. External shame is a self-
conscious emotion that arises when a person feels they are being judged negatively by others
(Matos et al., 2015). As individuals believe that their flaw is real and visible to others, they
experience external shame when anticipating others will perceive them negatively due to it
(Veale, 2004b). Internal shame is when one views themselves as being “inadequate, flawed or
bad” (Gilbert & Procter, 2006, p.354). Individuals with BDD may experience internal shame
due to their perceived flaw (Veale, 2002) and experience thoughts such as being worthless,

inferior to others or inadequate (Veale, 2004b).

Disgust has received recent attention for its role in BDD (McKay & Lo Presti, 2015).
The function of the emotion disgust is to protect the self by alerting oneself to any stimuli
that could cause disease, infection or illness (Curtis et al., 2011). Previous literature has
highlighted how individuals with BDD have higher levels of disgust directed towards the self
compared to those in a control group without a psychological condition (Hickey et al., 2010).
Powell et al. (2015) proposed that self-disgust is an emotion schema. In this model, when a
part of the self evokes a disgust response, and this part of the self cannot be changed and is
deemed to be important for how the individual views themselves, the individual experiences a
prolonged or repetitive disgust response towards that aspect of the self and an emotion
schema of self-disgust develops (Powell et al., 2015). Once this self-disgust schema has been
formed, an individual will appraise and process information in line with this schema of them
being disgusting (Powell et al., 2015). Subsequently, they may experience distressing
psychological emotions and concepts, such as shame, self-hatred and self-criticism, and this

may influence their behaviours (Powell et al., 2015).

There are a multitude of safety behaviours that people with BDD may engage in to
cope with their perceived flaw. Veale (2004b) categorised these safety behaviours into three

domains: avoidance or exiting situations where one feels overwhelmed, compulsive
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behaviours, and hiding the perceived flaw from others such as by camouflage. The functions
of safety behaviours that individuals with BDD engage in are to alter, camouflage or correct
the perceived flaw, to avoid thinking about it, to take away attention from the perceived flaw
and to seek reassurance (Veale, 2004b). Whilst these safety behaviours may provide some

initial relief, they are time-consuming and are counterproductive as they cause the individual

to become more preoccupied and self-conscious of the perceived flaw (Veale, 2004b).

In addition to internal focussed theories, objectification theory may also be usefully
deployed to explain some of the experiences of people with BDD. Objectification theory
(Fredrickson & Roberts, 1997) originally evolved from a feminist position which
hypothesises that women are subjected to frequent sexually objectifying messages embedded
within male dominated culture and institutions. Fredrickson and Roberts (1997) opine that
these ‘messages’ become internalised, and as a result, women may engage in body
surveillance, make adverse self-comparisons and feel distress in relation to their bodies. As a
result, women develop a tendency to view themselves as an object, placing excessive value
on their appearance and may experience body shame if they do not feel they meet particular
body standards (Fredrickson & Roberts, 1997). Due to men being subjected to sexualised and
unrealistic beauty ideals through the media, it has been considered that objectification theory
may extend to males (Heath et al., 2016). Research suggests that gay males may have higher
levels of self-objectification than heterosexual males and that men do not have the same
consequences of being sexually objectified by women (Calogero, 2012). Calogero (2012)
called for further research to ascertain how “variability in the presence or absence of sexual
objectification, and the attendant self-objectification, may lead men and women to develop
particular self-body relationships” (p.579). To the best of the author’s knowledge, no studies
have explored objectification theory in men with BDD, although some studies have explored

symptoms of the BDD sub-type muscle dysmorphia and objectification theory in the general
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population. Objectification theory and drive for muscularity or muscle dissatisfaction, have
been explored in males within the general population, however, the results have been mixed
(Daniel & Bridges, 2010; Davids et al., 2019; Heath et al., 2016; Oehlhof et al., 2009;).
Furthermore, a study exploring objectification theory in body builders felt that the theory
applied to men but there was a lack of clarity in how body shame impacted this population

group (Hallsworth et al., 2005).

Whilst not necessarily attributed to experiences of sexually objectifying messages,
self-objectification has been incorporated into the Cognitive Model for BDD (Veale, 2004b)
which highlights the role of ‘processing of self as an aesthetic object’ in the maintenance of
BDD. The model proposes that self-objectification starts once “an external representation of
the person’s appearance (e.g. looking in a mirror) activates a distorted mental image” (Veale,
2004b, p.115). Veale (2004b) explained that selective attention impacts the distorted image
which influences how the person sees themselves and expects others to see them. It could be
suggested that socially constructed ideal beauty standards contribute to people with BDD
placing their self-worth on their appearance and becoming more pre-occupied with their body
including the perceived flaw. As different cultures have different beauty standard ideals, there
may be cross-cultural differences in where the perceived flaw is for individuals with BDD

(Ayub et al., 2018).

Social learning theory (Bandura, 1977) has been suggested to play a role in the
development of BDD. Through exposure to messages in the media, interactions with family
and peers, bullying and sociocultural factors in early life, individuals vicariously learn the
importance of looking a certain way in order to be successful and what an acceptable body is
(Tiggemann, 2011). Similarities in objectification theory and social learning theory, when

applied to body image, have been acknowledged in the literature (Heath et al., 2016).
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Over recent years, a number of qualitative studies have started to explore the
experiences for individuals with BDD. These studies are useful for understanding self-
objectification within BDD, whether objectification theory is phenomenologically accurate
when applied to the experiences for individuals with BDD and the impact of sociocultural
factors in body ideals. Whilst qualitative research studies are important for gaining an
understanding of the lived experiences for people with BDD and informing the refinement of
our theoretical understanding of the condition and its treatment, to the best of the current
author’s knowledge, the existing qualitative studies have not yet been synthesised. Therefore,
the aim of the current study is to complete a systematic review and synthesize the available
published literature, which utilised a qualitative methodology, on the experiences for people

with BDD.

Method

Protocol

A protocol for the systematic review was created and registered on PROSPERO
(CRD42022345297). The basis for how the current review was written is the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) checklist (Moher et

al., 2009).

Search strategy

The framework PICo (Population, Phenomenon of Interest, Context: table 1) was
applied to formulate the research question and identify search terms used in the thematic
synthesis. PICo is a tool suitable for systematic reviews of qualitative research (Munn et al.,

2018).


https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42022345297
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Table 1

PICo Applied to the Review Question

Characteristics of PICo PICo_characteristics applied to review
question

Population Individuals with BDD

Phenomenon of Interest Qualitative lived experiences of BDD

Context Any

After formulating the research question, the following search terms were then
identified and used in the current systematic review: (“body dysmorphic disorder” OR “body
dysmorphia” OR “dysmorphophobia” OR “dysmorphia”) AND (“lived experience*” OR
“qualitative” OR “qualitative method*” OR “interview*” OR “focus group*” OR “ipa” OR
“phenomenological” OR “thematic” OR “template analysis” OR “framework analysis” OR
“grounded theory” OR “view” OR “views” OR “experienc*” OR “opinion*” OR “attitude*”
OR “perce*” OR “belie*”). To optimise the likelihood of identifying suitable literature, the
search terms were run on six different databases: APA PsycINFO, CINAHL, Embase,
MEDLINE, Scopus and Web of Science. During the searches, the only applied limit was
‘peer reviewed journal’. This limit could only be applied on APA PsycINFO. There were no

other limits used in the search strategy and titles published in any year could be identified.

Study selection

Studies were eligible for inclusion in the systematic review if they used a qualitative
or mixed-methods approach to explore the experiences of people with BDD with extractable
quotes from participants, were articles in a peer-reviewed journal and were written in

English.
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The exclusion criteria for the systematic review was quantitative studies, secondary
research studies, conference proceedings, grey literature, book chapters, theses, qualitative
studies where no specific methodology or structured process was followed and qualitative
studies where quotes from participants were not provided. For homogeneity, studies focusing
on the experiences of individuals with muscle dysmorphic disorder were not included, due to
differences in their presentation. A study by Phillips (2007) found that when comparing men
with BDD against those with muscle dysmorphia, men with muscle dysmorphia were more
likely to have substance use difficulties, steroid abuse, have a poorer quality of life and more

likely to have attempted suicide.

The current author completed the searches and identified the studies used in the
review. Discussions were held with the research supervisor where there was a lack of clarity
as to whether a study met criteria. All selected papers were discussed and agreed with the
research supervisor. In addition, an independent researcher looked through a selection of
records (n=5), which were accessed for eligibility at the full record stage, to ascertain whether
the protocol was clear to follow and conclude whether a study was suitable. There were no
discrepancies between which studies were included by the current author and independent

researcher.

Ancestry and citation searches were run on all peer-reviewed journal articles
identified as being suitable for the review. No additional suitable peer-reviewed journal

articles on the experiences of people with BDD were identified during this process.

Two of the identified peer-reviewed journal articles selected for the review were from
the same study. Each article analysed the data using a different qualitative methodology and
therefore the results section differed. As a result of the difference in findings, it was decided

to include both in the systematic review and meta-synthesis.
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Quality assessment

To assess the quality of the research used in the current review, the Critical Appraisal
Skills Programme (CASP) qualitative checklist was used by the current author (CASP, 2018).
The checklist does not produce a scoring system but intends to encourage the reviewer to
reflect on the quality and utility of the qualitative studies (CASP, 2018). On the CASP, the
rating options for each item of the checklist is ‘yes’, ‘can’t tell’ and ‘no’. When rating studies
on the CASP, the ‘can’t tell’ section was used when an item was partially met but it could not

be ascertained from the information available whether it met the criteria or not.

As outlined in the review protocol, no studies were to be excluded from the review
due to poor quality. To ascertain whether any poorer quality studies influenced the findings
from the thematic synthesis, after the descriptive and analytical themes were developed, these
studies were extracted, to see if they contributed solely to the development of any themes

within the review.

To help assure inter-rater reliability, an independent researcher completed the CASP
qualitative checklist for a selection of studies in the review (n=2) to check that there was
consistency between their ratings and those of the author of the review. Any discrepancies
between the ratings of the author and independent researcher were discussed and resolved in
supervision. Furthermore, the author discussed with the research supervisor CASP ratings

where there was uncertainty about what an item was rated as on the CASP.

Data extraction

The following information was extracted from each of the peer-reviewed articles used
in the current review: author(s), year of publication, aims of the study, country, participant
characteristics, recruitment strategy, data collection, methodology for data analysis and key

findings. Please see table 2 for the information extracted from each paper.
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Data synthesis

The methodology selected to synthesise the findings from the studies identified in the
systematic review was thematic synthesis (Thomas & Harden, 2008). Thematic synthesis was
chosen as it has a clear and transparent process for synthesising qualitative data in addition to
having an interpretative element which produces themes beyond what is reported in the initial

studies (Thomas & Harden, 2008).

Adhering to the guidance of thematic synthesis, the entire findings or results section
of each peer-reviewed journal underwent line-by-line coding. Line-by-line coding was done
with the use of the NVivo 12 software (QSR International Pty Ltd, 2018)(please see appendix
two for examples of using NVivo). After the first study was coded, these codes were used to
create a bank and when coding subsequent papers either a code in the bank was used or a new
one was created. This process resulted in 337 initial codes being created. A structure was
used to cluster these codes in a hierarchical way, resulting in 37 descriptive themes being
developed (please see appendix three). To refine these themes further, another structure was
made (please see appendix four). Finally, analytical themes were created by applying the

author’s interpretations to these.

Results

Summary of included papers

Following removal of duplicates, the searches found 3,383 records. For information

on the process of how studies in the review were selected, please see figure 1.



Figure 1
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Ten peer-reviewed journal articles were identified in the systematic review which met
the inclusion criteria. All studies were published between 2010 and 2022. Two of these
studies used the same participants and interview data but analysed the information using
different qualitative approaches. Therefore, there were 76 participants who were either
receiving psychological support for BDD, had a diagnosis, identified as experiencing it or
were screened by the research team as meeting criteria for BDD. One study interviewed
clinicians and parents in addition to young people with BDD, however, only the data from the
young people with BDD was extracted and included in the current review and thematic
synthesis. All studies were conducted in the following Western countries: Australia, England,
Sweden and USA. However, two studies recruited participants from other countries and as a
result one participant lived in India and another in an unidentified country in North West
Europe. The ages of the participants across the included studies ranged from 15-60 years old.
Co-morbid psychological conditions were only reported in three of the journal articles. For
more information on the included studies in the current review and thematic synthesis, please

see table 2.
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Data Extracted from Each Study
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Author(s)(year) Aims of study Participants Recruitment Data collection and  Key findings or themes in
Country methodology article
Brohede et al. To explore 15 participants Either approached Data collection: Overarching theme of:
(2016) patients’ e 6 males and 9 females following previous Interview (either ‘feeling imprisoned -
Sweden experiences of e aged 19-48, meanage =  involvement with face-to-face or via struggling to become free
BDD 30 another study or telephone) and no longer feel
e either under a clinic for ~ recruited viaa abnormal’
BDD or met BDD specialist clinic Methodology:
screening criteria Interpretative Key themes: 'being
e comorbidity included: Description absorbed in time-

social anxiety disorder
(n=1), BPD (n=1) and
Asperger’s & GAD
(n=1)

consuming procedures’,
‘facing tension between
one's own ideal and the
perceived reality’,
'becoming the disorder’,
'being restricted in life’,
‘attempting to reduce one's
problems’ and 'striving to
receive care'



Craythorne et al.
(2020)*
England

Jassi et al.
(2020)**
England

Morgan-Sowada
and Gamboni
(2021)

USA

A methodological
piece to display the
artwork and
account of a
participant from a
wider study
exploring
individual
experiences of
coping with BDD

To explore whether
family
accommodation
occurs in BDD and,
if so, how

To explore the
lived experiences
of gay men with
BDD

1 participant

e female

e aged 27

e identified as living with
BDD

e lives in North West
Europe

5 participants

e 3 females and 2 males

e aged 15-18

e under the care of a BDD
specialist clinic

10 participants

e all males who identify as
being gay

e aged 18-60

e responded yes to
screening questions for
BDD and therefore
viewed by research team

Online recruitment
and advertisement in
a newsletter for a
relevant organisation

Via a specialist clinic
for young people

Online recruitment

Data collection:
Artwork and semi-
structured interview
(via telephone)

Methodology: Boden
and Eatough's
Framework for
Analysis of
Drawings and IPA

Data collection:
Semi-structured
interview

Methodology:
Thematic Analysis

Data Collection:
Online pre-interview
survey and telephone
interview

Methodology:
Hermeneutic
Phenomenology

23

Article focuses on the
theme of ‘the fragmented
self' and 'towards a
reconciliation of the self
and body'

Two additional themes not
reported but in wider study:
'the integration of BDD in
one's lifeworld" and
‘detachment and distancing
of perceived self'

Key themes: 'involvement
in rituals, reassurance
seeking and funding for
products/procedures’,
‘facilitating avoidance’,
'minimise distress and
reduce risk/suicidality' and
‘family accommodation as
a support'

Key themes: 'degrading and
abject influence of BDD',
‘culpability of gay culture’,
'intersection of BDD and
gay culture as a barrier to
intimacy' , 'toxic
masculinity's impact on gay
men with BDD’



Oakes et al. (2017)
Australia

Schnackenberg
(2021)
England

as self-diagnosed with
BDD

e live in USA

e 6 Caucasian, 3 Latino
and 1 mixed race
participant

To explore the 8 participants
lived experiences e 5 females and 3 males

inrelationto BDD o aged 27- 46
behaviours e reported a BDD
diagnosis

e 7 had comorbid
conditions at some point
in their lifetime
(depression, OCD, social
anxiety, bipolar disorder,
PTSD, BPD and
agoraphobia)

e country of residence: UK
(n=4), USA (n=2),
Australia (n=1) and India
(n=1)

To develop a 10 participants

constructivist e 8 females and 2 males
grounded theory e aged 16-25

for the experiences o  self-identify or have been

of young people diagnosed with BDD
with BDD

Online recruitment,
advertised via
psychology clinics
and local
psychologists.
Participants from a
previous study were
also approached

Via a specialist clinic
(for young people
with eating
disorders) and online
via relevant
organisations

approach with
Thematic Analysis

Data collection:
Semi-structured
interview via Skype
(audio only)

Methodology:
Inductive Thematic
Analysis

Data collection:
Semi-structured
interview, also asked
to bring an object or
artwork to discuss
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Key themes: ‘routine and
repetition’, 'safety through
control and 'natural and
automatic'

Key themes: 'appearance
based identity is informed
by and informs
relationships in young
people's experiences of
BDD', 'characteristics of
BDD are expressions of



Silver & Farrants
(2016)*
England

including within

educational settings

To educate health
care professionals

on mirror gazing in
BDD, from a wider

study on exploring
experiences of
people with BDD

9 White-British, 1

Caribbean participant
2 attending school, 2
attending university, 4 in

work and 2 neither

employed or in education

10 participants

7 females and 3 males
aged from late teens to

mid-30s

all identified having

BDD

duration of BDD ranged

from 4 to 25 years

Online
advertisement,
discussed at a self-

help group and word

of mouth

Methodology:
Constructivist
Grounded Theory

Data collection:
Semi-structured
interview;
participants were
asked to take
photographs and
bring in existing
ones representing
their BDD

experience, to record

any reflections or

feelings this process

brought up in a

notebook and bring
both of these to the

interview

Methodology: IPA

with photo elicitation
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shame and low self-worth',
‘educational experiences
trigger and are affected by
BDD'

The article focuses on the
findings from the
constituent theme
‘omnipotent mirrors trap
the self' which falls under
superordinate theme of 'the
imprisoned self’

Key themes from the wider
study: 'the self as an
aesthetic object'; 'striving
for the 'good enough'’ self’;
'the confused self' and 'the
imprisoned self’



Silver & Reavey
(2010)***
England

Silver et al.
(2010)***
England

To examine in
people with BDD
narratives of the
self across different
times in their lives

To identify how
people with BDD
view themselves
and live their lives

11 participants

7 males and 4 female
aged 20-39

diagnosed with BDD or
identified as having BDD
9 White British and 2
Asian British

3 middle class, 4 lower
middle class, 4 working
class

11 participants

7 females and 4 males
aged 20 - 39

have BDD

comorbidity allowed as
long as BDD was the
primary diagnosis

other diagnoses obtained
from six of the
participants who attended
the clinic - OCD (n 5),
social anxiety disorder
(SAD) (n 4), depression
(n 2), obsessive
compulsive personality
disorder (OCPD) (n 1),
Gilles de la Tourette
syndrome (n 1), and
trichotillomania (n 1)

Self-help group, via
a national OCD
clinic, and word of
mouth

Either through a
specialist clinic or a
self-help group

Data collection:
Participants were
asked to bring in
photos from different
time points in their
life, semi-structured
interview, artwork
then produced

Methodology -
Narrative Analytical
Approach

Data collection:
Semi-structured
interview and
artwork produced;
participants were
asked to bring
photographs from
different time
periods

Methodology:
Thematic Analysis
(including discussion
of the drawings and
photographs)
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Themes not explicitly
stated in text; around
wanting to looking like
younger self who was pure
and untainted prior to
having BDD and
discussion of loss in
relation to aging

Key Themes: ‘increased
threat perception resulting
in disordered interpersonal
relationships’, ‘wish for
regularity and symmetry in
appearance versus beauty’,
‘idealisation of childhood
self’, ‘the duty to look
good’ and ‘focus on
specific “defective”
features rather than
“ugliness™’



Stechler & Henton
(2022)
England

To explore how
women with BDD
view their
experiences of
physical intimacy
in their current
romantic
relationships

for 8 participants, BDD

had started in
adolescence

for 6 participants, case-
note review revealed
clinicians’ assessment of
BDD severity ranging
from mild to moderately

Severe

6 participants

all females
aged 21-33

identify as having BDD,
4 of whom report being

diagnosed

currently in a physically
intimate relationship
length of relationship
ranged from 8 months to

Seven years

all identify as being
heterosexual

Online advertisement

Data collection:
Semi-structured
interview (face-to-
face)

Methodology: IPA

27

Key themes: 'the shame in
being seen’, 'disgust and
detachment during
intimacy' and ‘a flawed
self, unworthy of
relationships'

* studies reported on narrowed focus of a wider study

** other participants, without BDD, also included as part of the study

*** same study and participants, different qualitative analytical approaches used and discussed
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Quality appraisal results

From using the CASP, the studies generally appeared to be of a high quality. This
may be reflective of the inclusion criteria only allowing peer-reviewed journals articles to be
part of the review. Most of the studies met the different criteria in the CASP. Under the
‘reflexivity and relationship between researcher and participants’ criteria, only 3 studies met
criteria, 5 did not meet criteria and for 2 it could not be ascertained from the information
provided. Under the ‘rigorous data analysis’ criteria, 6 met criteria and 4 could not be
ascertained. The reasons for this item not being fully met included a lack of reflexivity in IPA
studies, data saturation not being completed in a grounded theory study, limited quotes to
support the themes and a lack of clarity pertaining to how themes were identified. All but one
study met the criteria for the item ‘clear statement of findings’. Please see appendix five for

more information about the results on the CASP for each study.

Thematic synthesis

The thematic synthesis of the 10 studies resulted in three superordinate themes; ‘self-
objectification and the view of self’, ‘control and protecting the self” and ‘sociocultural
influences and the impact of others in BDD’. Ten subthemes were identified which fell under
these superordinate themes. Please see table 3 for information on which themes were within
each study. There is overlap between some of the themes which may reflect the intersecting

experiences for people with BDD.



Table 3

List of Superordinate and Subthemes within Each Study
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Brohede et Craythorne Jassiet  Morgan-  Oakeset Schnackenberg Silver &  Silver  Silveret Stechler &
al. (2016) etal. (2020) al. (2020) Sowada al. (2017) (2021) Farrants & al. Henton
& (2016) Reavey  (2010) (2022)
Gamboni (2010)
(2021)
Self-
objectification
and the view of
self
Disgusting, ugly, X X X X X X X X
deformed and not
correct
Self-worth, X X X X X X X
identity and

success through
appearance



Self-focus, X
obsessive thoughts

and pre-occupied

with the perceived

flaw

The fragmented
self

Reality of the X

perceived flaw

Control and
protecting the self

Behaviours in X
BDD
Increase sense of X

threat, fitting in
and judgement
from others

Consequences of X
BDD
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Sociocultural
influences and the
impact of others
in BDD

Social and cultural
factors in BDD

The role of others
in BDD
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Self-objectification and the view of self

The superordinate theme ‘self-objectification and the view of self” encompasses how
individuals with BDD see themselves. Nine of the studies had at least one theme that fell

under this superordinate theme.

Disgusting, ugly, deformed and not correct. Eight of the studies spoke of how
participants in their study felt disgusted by their appearance, that they were ugly, deformed or
that their perceived flaw did not look correct or as it should (Brohede et al., 2016; Morgan-
Sowada & Gamboni, 2021; Oakes et al., 2017; Schnackenberg, 2021; Silver & Farrants,

2016; Silver & Reavey, 2010; Silver et al., 2010; Stechler & Henton, 2022).

Some of the studies included data of participants feeling that they did not look human,
but a monster or another creature. A participant in the study by Silver & Farrants (2016)
explained “I look like a monster I just don’t feel sort of human” (p.2651). Some of the
participants explained that BDD is not about looking beautiful or being vain, but rather not
being ugly, as explained by a participant in the study by Brohede et al. (2016) who said “I
never had an ambition to be the most beautiful — I would just like not to be grotesque”
(p.194). Another participant, from the study by Schnackenberg (2021) explained “they think
it’s something to do with vanity or narcissism or something but, oh, gosh, that couldn’t be

further from the truth, I don’t think” (p.210).

Two studies mentioned that apart from the perceived flaw, some of the participants
were content with their appearance and only saw the perceived flaw as unattractive (Silver et

al., 2010; Silver & Reavey, 2010).

Self-worth, identity and success through appearance. Seven of the studies spoke of
how some participants based their self-worth or identity on their appearance or perceived

flaw (Brohede et al., 2016; Morgan-Sowada & Gamboni, 2021; Schnackenberg, 2021; Silver
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& Farrants, 2016; Silver et al., 2010; Stechler & Henton, 2022). Some of the studies explored
the experiences that individuals with BDD have between their current and ideal self. A few
participants spoke of how meeting their appearance ideals would equate to a perfect or
successful life, as demonstrated by a participant in the study by Brohede et al. (2016) who
said “I am always admiring beautiful people, like, it’s as if I looked like them, my life would

be, like, perfect, and I would be able to live a normal life” (p.194).

Two studies reported that participants viewed their childhood self as their ideal self,
and viewed this version of themselves as innocent, pure and attractive (Silver et al., 2010;
Silver & Reavy, 2010). As these positive feelings about the self were before the person had
BDD, it may reflect how participants see themselves as dirty, unattractive and sinful in

relation to their current appearance.

Self-focus, obsessive thoughts and pre-occupied with the perceived flaw. Six of
the studies spoke of the self-focus, preoccupation and obsessive thoughts which participants
had regarding the perceived flaw and their appearance (Brohede et al., 2016; Craythorne et
al., 2020; Morgan-Sowada & Gamboni, 2021; Schnackenberg, 2021; Silver & Reavey, 2010;
Stechler & Henton, 2022). The pre-occupation with the perceived flaw can be all-
encompassing, as shown by a participant in the study by Morgan-Sowada & Gamboni, 2021)
who described how “I was constantly judging and critiquing my body. | was constantly

preoccupied with my appearance...the way I looked” (p.7).

The pre-occupation with the perceived flaw can result in a critical inner dialogue
whereby the individual with BDD berates themselves and scrutinises their bodies. Pre-

occupation was identified as interfering with intimacy:



34

I guess kind of ruins it when you’re trying to be intimate. Like the body dysmorphia
has its little . . . [sigh] thing to everything, its input to everything, [. . .] it doesn’t give

you peace. It just kind of pecks at you. (Stechler & Henton, 2022, p.7)

The fragmented self. The subtheme ‘the fragmented self” is the only one within the
systematic review and thematic synthesis where no studies which met full criteria on the

CASP fell under.

A few studies spoke of how participants may view their body in a fragmented way.
Craythorne et al. (2020) spoke of how a participant saw themselves as a collection of
different body parts and struggled to see their self as a whole person, explaining “I’m not

really able to... look at my body in a kind of — integrated way or something” (p.23).

Similarly, when engaging in appearance-related behaviours, such as mirror-checking,
participants may seek out specific body parts to check, as a participant described “then I look
at my individual body parts, for example how big my stomach might look, how big my arms

might look, how broad my shoulders might look™ (Oakes et al., 2017, p.436).

Reality of the perceived flaw. Six studies provided data around the reality of the
perceived flaw (Brohede et al., 2016; Craythorne et al., 2020; Morgan-Sowada & Gamboni,
2021; Silver & Farrants, 2016; Silver & Reavey, 2010; Stechler & Henton, 2022). The
perceived flaws tended to not be acknowledged by others (Brohede et al., 2016). Some
participants in the studies queried whether, or acknowledged that, they were exaggerating
their perceived flaws. Some participants recognised that others did not see them the way they

saw themselves, which could create confusion:

Um, people see, seem to see this thing, this person which isn’t me. It’s like my body
is like Dorian’s Gray’s body, then when I look in a picture, | mean in the mirror, or

something reflective | then see the true person. But, then what if the thing, which |
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see, is true isn’t true, and what people see in me is the true thing? That’s what gets to

me (Silver & Farrants, 2016, p.2652)

Some participants felt that they had the correct image of themselves and were
essentially waiting for others to see it too as demonstrated by Stechler and Henton (2022)
who quoted a participant that said “what if he saw me for who I, how I really was, like . . .

what if one day he just woke up and seeing all the flaws that I saw” (p.8).

Control and protecting the self

Individuals with BDD often felt out of control with their appearance and feared being
judged and ultimately rejected by others. Individuals would try to protect themselves and
regain control through appearance-related behaviours, however, these came with
consequences. All studies within the review had at least one subtheme which fell under the

superordinate theme ‘control and protecting the self’.

Behaviours in BDD. Eight of the studies spoke of the behaviours that individuals
with BDD engaged in (Brohede et al., 2016; Craythorne et al., 2020; Jassi et al., 2020;
Morgan-Sowada & Gamboni, 2021; Oakes et al., 2017; Schnackenberg, 2021; Silver &
Farrants, 2016; Stechler & Henton, 2022). These included avoidance from others and being
more housebound, camouflage (including wearing make-up), reassurance seeking, comparing
themselves to others, covering or avoiding mirrors, avoiding being photographed or seeing
themselves in photos, checking their appearance in mirrors, engaging in routines, rituals and
trying to change or alter the perceived flaw. The avoidance and use of safety behaviours
helped relieve some of the distress for participants and helped them to feel more in control of
their symptoms. However, relief provided from the safety behaviours tended to be short-lived

and these behaviours could be incredibly time consuming.
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An exception to the soothing function of these behaviours was in one participant who
compared mirror-gazing to a form of self-harm, purposefully using a mirror to scrutinise her

appearance:

On the bad days when you are using a mirror, it, it really is a form of self-harm. It’s
kind of like, because you are looking at it, you know you know what your faults are
going to be, and they are about how disgusting that you are, um and then you just get,
you get really sort of like sad as well, because it’s like fuck what am I going to do?

(Silver & Farrants, 2016, p.2650)

Increased sense of threat, judgements from others and the need to fit in.
Individuals with BDD appeared to have an increased sense of threat and feared being judged
from others, as described by a participant who was “scanning the area and sort of listening to
what other kids were saying, and if they were talking about me, or assuming that if they

laughed, they were laughing at me” (Schnackenberg, 2021, p.207).

The use of avoidance and safety behaviours helped the individuals with BDD feel
more protected. One participant in the study by Brohede et al. (2016) explained “I admit that
I have to live, but I refuse to go out into life, I don’t want to participate in it because people

will just say that I am ugly and disgusting” (p.194).

It seemed as though avoidance and safety behaviours were used to help protect
themselves from judgement and the external shame they were experiencing. The use of
avoidance and safety behaviours seemed to reflect an innate need to belong and fit in.
Schackenberg (2021) explained how important this was to their participants: “the task of
“belonging” in adolescent identity formation came through strongly in every interview. Some
participants spoke about social pressure within their peer group being linked to their

experience of BDD, including the need to fit in within education settings” (p.207).
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Consequences of BDD. Every study within the current review and thematic synthesis
detailed the consequences of BDD. Despite the use of avoidance and safety seeking
behaviours to gain control, ultimately the condition took control of the participants’ lives,
some of whom felt imprisoned and helpless by the condition. Brohede et al. (2016) explained
that for their participants “living with BDD was described as a constant struggle, comparable

to constantly carrying a weight or being in a prison and never being free” (p.193).

BDD behaviours were time consuming, participants felt compelled to do them and
coupled with the distress of BDD, led many participants to lead a more restricted life. This
included missing or dropping out of school, missing work or being unable to, not entering
romantic relationships, not enjoying hobbies or interests and not socialising with others.
Silver and Farrants (2016) explained that for one of their participants “despite having
‘buckets of love to give’ she is unable to have a romantic relationship as it would ‘interrupt’
her mirror gazing and ‘interrupt’ her thoughts, which would be ‘overwhelming’ and
‘claustrophobic’. Jane thinks that by not having relationships she is ‘missing out on this

% 9

whole world of things’, making her feel ‘very very sad’ and ‘very very fucking lonely’.

(p.2654).

Relationships with families, friends and intimate ones were also impacted as a result
of the BDD and its behaviours. Jassi et al. (2020) explained that in their study with young
people who had BDD, family rows would occur. Brohede et al. (2016) described one

participant’s mother being distressed by the condition.

People with BDD would become increasingly isolated as a result of the condition,
including not wanting to be seen. Some studies spoke of the impact of people with BDD
excluding friends and feeling unable to socialise with them. Morgan-Sowada and Gamboni,

(2021, p.8) quoted a participant who explained “I live 98 percent [of the time] at home. |
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don’t want anyone to see me... It’s lonely”. Another of their participants stated “my interests
and hobbies no longer bring me joy, and | have been increasingly lonely because | self-

isolate” (Morgan-Sowada & Gamboni, 2021, p.8).

For those in romantic relationships, some participants felt unworthy for their partners
and as a result, intimacy could be associated with disgust, detachment and anxiety due to
seeing their body and it being seen by their partner (Stechler & Henton, 2022). An exception
to this was a participant in the study by Stechler & Henton (2022) who felt her partner had
habituated to her perceived flaws: “I don’t really have a problem with that [. . .] we’ve been
together for so long [. . .] I’'m so comfortable with him that all my flaws [. . .] I’'ve already

drawn so much attention to them [. . .]” (p.7).

Sociocultural influences and the impact of others in BDD

The final superordinate theme focuses on wider sociocultural influences and roles of
others in BDD. Seven of the ten studies had subthemes which fell under this superordinate

theme.

Social and cultural factors in BDD. Five of the studies acknowledged the role of
sociocultural factors in the experiences for individuals with BDD. These included cultural
expectations to look a certain way, feeling society judges people for their looks and how
family experiences contributed to individuals with BDD placing emphasis on their

appearance:

My mum’s side of the family, they tend to be, they are quite vain people, and I feel
like I have a lot to live up to. When | did used to go to family dos, people used to say
how the children and the kids in the family, how good looking they all are, and how

we look very similar, and I feel like I am damaging that somehow, by not being one
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of these attractive kids that they have brought up, whereas | used to be the most

attractive, | feel like a sort of black sheep now. (Silver & Reavey, 2010, p.1645)

Differences in how genders should look was discussed by participants in three studies,
where participants spoke of how men and women should look a certain way. For example,
one female participant in the study by Silver and Farrants (2016) described herself as having
masculine features alongside other derogatory comments towards themselves. Morgan-
Sowada and Gamboni (2021) discussed how gay men were impacted by messages of toxic
masculinity with conflicting messages about needing to look perfect to fit unrealistic cultural
body standards. However, they could not look too perfect as this was associated with

femininity.

Morgan-Sowada and Gamboni (2021) highlighted how gay men may body shame to
cope with the unrealistic body standards within the gay community and shame placed on their
own body. The study details that when gay men with BDD avoid gay spaces due to feeling
unsafe and fear of being judged, they are also losing a community where their sexuality is

accepted and celebrated (Morgan-Sowada & Gamboni, 2021).

The role of others in BDD. Six studies provided data pertaining to the role of others
in BDD (Brohede et al., 2016; Jassi et al., 2020; Schnackenberg, 2021; Silver & Reavey,
2010; Silver et al., 2010). Three studies spoke of individuals being supported for the BDD,
two of these studies were with participants who were young people and one study was with

adults. This support came from teachers in educational settings, family and close friends.

One study spoke of how family members may be complicit in the BDD behaviours,

due to fear of distressing their child or their symptoms worsening:
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If we had somewhere to go and if I couldn’t go, before they would have forced me in
the car and stuff, now they let me relax, wait a bit, see if I feel better. If I don’t, I just

don’t go and one of them stays behind with me. (Jassi et al., 2020, p.325)

Shame of discussing BDD with others and being rejected as a result was identified as
a barrier to confiding in others about BDD (Brohede et al., 2016). Similarly, a few studies
mentioned how participants had poor experiences when disclosing they have BDD. Brohede
et al. (2016) stated that some “friends would consider the participants to be superficial,
ridiculous, or even crazy and had said ‘get over yourself’” (p.195) and that some of the
participants’ partners were not understanding or lost patience. Schnackenberg (2021)
discussed how BDD and its behaviours were not always understood by teachers and resulted
in the young person being punished such as having a detention and believed this contributed
to feelings of shame. One participant in the study described how teachers “saw it as me not
trying . . . ‘he’s just bunking the lessons’ . . . they started to be a bit mean to me . . . it must
have seemed like I was just, you know, at home, just messing around.” (Schnackenberg,

2021, p.209).

Comments from other people about their appearance were identified as starting the
pre-occupation with the perceived flaw for some participants, as described by a participant in
the study by Silver and Reavey (2010) ““look at you, you’ve got quite a big nose”, and that’s

when it snapped.” (p.1645).

However, a shame-inducing misconception about BDD for young people was

assuming that it always resulted from being bullied (Schnackenberg, 2021).

Experiences of accessing healthcare for BDD was discussed in one study. Brohede et
al. (2016) discussed how participants had lost faith when accessing support for BDD due to a

lack of knowledge and a lack of services set up to support them. However, a diagnosis for
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BDD elicited hope for some participants that the BDD was treatable in addition to working

with professionals familiar with BDD (Brohede et al., 2016).

Discussion
The purpose of the current systematic review and thematic synthesis was to identify,
appraise and integrate the available published literature of qualitative studies regarding the
experiences for individuals with BDD. Ten peer-reviewed journal articles on the experiences
of individuals with BDD were identified as part of the systematic review. Three superordinate
themes were produced as part of the thematic synthesis: ‘self-objectification and the view of
self’, ‘control and protecting the self” and ‘sociocultural influences and the impact of others

in BDD’.

The participants who contributed in the studies used in the thematic synthesis showed
pre-occupation with the perceived flaw and self-objectification. In line with objectification
theory (Fredrickson & Roberts, 1997), self-worth was viewed in relation to the perceived
flaw and their appearance. Similarly, seeing the self in a fragmented manner and as a
collection of body parts may be a result of the self-objectification. The views that participants
held towards themselves and their perceived flaw highlighted disgust they felt towards the
self and internal shame. These experiences complement research which has recognised the

role of shame (Weingarden et al., 2018) and disgust in BDD (Hickey et al., 2010).

External shame was experienced by some of the participants in the studies who would
try to regain control through avoidance and safety behaviours to prevent being judged by
others. It may be that participants had developed a self-disgust schema which contributed to
the expectation that others will find their perceived flaw disgusting (Powell et al., 2015),
despite it not being observable by others. The use of avoidance and safety behaviours

appeared to have a paradoxical effect as the behaviours used to prevent one from being
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judged and potentially rejected, led to some participants feeling more isolated due to not
socialising, excluding friends and not entering romantic relationships. The time-consuming
BDD behaviours coupled with the emotional experiences of BDD appeared to restrict the
lives of the participants. These limited lives that some of the participants experienced
complements findings by Phillips et al. (2008) who found that those with BDD had poor

psychosocial impairment.

Sociocultural expectations contributed to the experiences for individuals with BDD
feeling that they needed to look a certain way. Objectification of men within the gay
community contributed to gay men feeling unsafe in gay spaces. Similarly, comments from
family members and feeling one needs to look a certain way due to societal or cultural
expectations reflects how people with BDD may see themselves as an object, to appease
others. By feeling one does not meet these idealised expectations, shame related to their
bodies was experienced, in line with objectification theory (Fredrickson & Roberts, 1997).
Whilst some of the participants were supported by others, some spoke of misconceptions and
being misunderstood. Experiences of living with BDD and being misunderstood have
previously been acknowledged in patient stories (Schnackenberg & Petro, 2016). Only one
study spoke of the experience of accessing healthcare for BDD with participants having
mixed experiences (Brohede et al., 2016). As BDD is a distressing psychological condition
which can be accompanied by a significant reduction in functioning (Phillips, 2004), it is key
that individuals have access to the right healthcare at the soonest opportunity, to alleviate

their distress.

Critique of included studies

All the studies included in the review had been published between 2010 and 2022,

therefore the experiences of the participants were relatively recent. All studies met at least 7
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of the 10 criteria on the CASP and tended to be of a high quality. This may reflect the
protocol for the systematic review which only included studies published in peer-reviewed
journals. Only three of the ten studies within this review met the criteria for reflexivity.
Reflexivity is important in qualitative research to ensure transparency and that the author is
aware of their own biases when designing the study, interviewing participants and analysing
the data (Patnaik, 2013). Therefore, the studies which did not fully meet criteria for
reflexivity may be more likely to be subject to researcher bias. As only two papers within the
current study explored the experiences of young people with BDD, there may be further
information specifically regarding young people that the current review and previous
literature has not identified. All of the included studies were conducted in Western countries
and only one participant was identified as living in a non-Western country. Therefore, the
experiences of BDD for people from different countries may have differences which the

current review did not identify.

Limitations and future directions

The current systematic review and thematic synthesis has some limitations. As only
peer-reviewed journal articles were included in the review, there may be grey literature
regarding the experiences of individuals with BDD which were not included. Similarly, as
only journal articles published in English were included, there may be further literature on
experiences of individuals with BDD which were also overlooked. This may have contributed
to the very limited data available on experiences of BDD in non-Western countries within the
review. As participants were interviewed about their experiences of BDD and many people
with BDD do not seek help (Phillips, 2004), the current review does not capture the
experiences of people living with BDD who lack insight or knowledge that they are not

“deformed” but have a psychological condition. During the searches, two full text articles
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could not be accessed and therefore it is unknown whether they would have been suitable and

contributed to the findings in the current review and thematic synthesis.

As reflexivity was not adequately discussed in the majority of the studies included in
this review, it is unknown how much the authors were aware of any biases they held in the

process of design, data collection and data analysis.

Further qualitative research would be useful to explore the experiences of young
people with BDD and to explore the experiences of people with BDD in different cultural
contexts. Research in these two areas may identify treatment needs. Muscle dysmorphic
disorder was not included in the current review due to differences in presentation and a lack
of studies during preliminary searches. Future research should explore qualitatively the
experiences for individuals with muscle dysmorphic disorder. To ascertain whether
objectification theory is relevant to men with BDD (Fredrickson & Roberts, 1997), it would
be helpful to have further quantitative research exploring self-objectification in men of

differing sexual orientations who have BDD.

Clinical implications

A number of clinical implications can be generated as a result of the current review.
In terms of outreach, initiatives should be considered to raise awareness of BDD in
collaboration with experts by experience. At a national level, a media campaign with relevant
organisations and services could help raise awareness. At a local level, services should
consider whether the demographics of their service users reflect the demographics of the
local area and if not, target specific communities accordingly. Furthermore, due to a lack of
awareness and misunderstandings on BDD in schools, in addition to BDD usually starting in
adolescence (Bjornsson, 2017), staff from Children and Adolescent Mental Health Services

(CAMHS) could come into schools to talk about BDD in assemblies to the teachers and
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pupils. Due to limited resources, online training on BDD for teachers, delivered by CAMHS
staff, may be more feasible. Furthermore, this would enable multiple teachers from different

schools to be trained simultaneously.

To prevent individuals with BDD undergoing unnecessary procedures that will not
alleviate their distress, dentistry clinics, dermatology clinics and plastic surgeons should have
access to educational resources or training on BDD and where to signpost service users to if
an individual is highly distressed by a perceived flaw but the healthcare professional feels

surgery is not required.

A number of suggestions can be made when treating individuals with BDD. To ensure
that psychological therapy is meaningful and appropriate to the clients’ needs, clinicians
should ensure that any treatment for BDD is culturally relevant and takes into account social
factors. Furthermore, as Oakes et al. (2017) reported that participants in their study had
received psychoeducation about the reinforcing nature of safety behaviours in BDD and
chose to continue them, in addition to Jassi et al. (2020) highlighting the role of family
accommodation in BDD, where individuals or families feel stuck at dropping or colluding
with safety behaviours, clinicians could consider adopting a motivational interviewing
intervention before continuing with treatment as usual. Motivational interviewing techniques
are advised when delivering the NICE recommended treatment Cognitive Behavioural
Therapy (CBT) for BDD (National Institute for Health and Care Excellence, 2005; Veale &
Neziroglu, 2010). In addition, due to disgust and shame often being reported as part of
individuals’ experiences with BDD, Compassion Focussed Therapy (CFT) may be helpful as
an adjunct or following the NICE recommended treatment Cognitive Behavioural Therapy

(CBT) for BDD (National Institute for Health and Care Excellence, 2005).
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Finally, due to the difficulties in relationships for individuals with BDD, services
should consider embedding a relational component into treatment for BDD such as fear of

entering relationships, intimacy difficulties and remaining connected to friends.

Conclusion

BDD is a distressing psychological condition where individuals objectify themselves
and are pre-occupied with their perceived flaw. Disgust and self-conscious emotions such as
internal shame and external shame may be experienced. Safety behaviours where the
individual tries to protect themselves from judgement from others tend to be
counterproductive. Social and cultural factors may influence the development and
maintenance of BDD. Services should ensure they are culturally appropriate, consider
outreach initiatives and consider implementing CFT and Motivational Interviewing alongside
treatment as usual. The current paper supports objectification theory in BDD, however, more
research is needed to explore objectification theory in men with BDD, with differing sexual
orientations. Further research is needed regarding the experiences of young people with

BDD, BDD in different cultural contexts and muscle dysmorphic disorder.
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Highlights

e The first qualitative study on the experiences of HS for couples

e Self-conscious emotions may underpin many experiences for people with HS

e Dyadic coping was utilised to cope with losses and make accommodations during
flares

e Poor healthcare experiences when seeking support for flares were common

Abstract
Introduction: Hidradenitis Suppurativa (HS) is a long-term dermatological condition. Sudden
painful flares are a feature of the condition with often intimate and sensitive areas of the body
effected. Consequently, HS has been found to be both distressing for patients and to have a
significant impact on quality of life and relationship functioning. To date, no study has

investigated the experience of couples in relation to the course of the condition.

Method: A dyadic IPA approach was used to examine the experiences of 6 couples
where one person in the relationship has HS. Participants lived in the United Kingdom and
the United States of America. All 12 participants were interviewed separately. The study
focussed on the couples’ experiences of HS with specific focus on flares, pain, and impact on
intimacy and relational functioning. The study also explored experiences of accessing

healthcare.

Results: The analysis revealed the presence of three superordinate themes within the
data. The first theme ‘being unheard: a frustrating journey to receiving care’ captured the
difficulties related to accessing healthcare during flares of HS. The second theme ‘relational
burden and dyadic coping’ details the impact of HS on the couple, the relationship and how
they work together to find ways to cope. The final theme, ‘self-disgust and self-

consciousness’ details the emotional experiences that people with HS face.
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Conclusion: Flares of HS have a considerable impact for patients and partners.
Training on HS, including its emotional and psychological consequences, may improve
experiences of accessing healthcare for this patient group. Psychological therapy, embedded

in dermatology services, may help patients and partners cope with their experiences.
Key Words

Hidradenitis Suppurativa; IPA; Qualitative study; United Kingdom; Couples experiences;

Dyadic coping
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The Experience of Living with Hidradenitis Suppurativa for Affected Individuals and
their Partners: An Interpretative Phenomenological Analysis
Hidradenitis Suppurativa (HS) is a painful long-term dermatological condition which
causes abscesses and scarring on regions of the body (Ingram, et al., 2019). Intimate areas
such as genitals, buttocks and breasts can be affected (Ingram, et al., 2019). The global
prevalence rate of HS is estimated to be between 0.4% to 4% (Dufour et al., 2014; Jfri et al.,

2021).

Sudden flares in HS are unpredictable but typically occur once or twice a month.
Safro et al. (2020) described HS flares as “prominent changes in symptoms, emotions and
functions which cannot be assessed solely by physical exam” (p.218). A recent cross-
sectional study conducted via Facebook with patients with HS found that that regardless of
severity, pain was reported as the most defining aspect of HS flares (Fernandez et al., 2021).
People with HS have also described flares as being itchy, messy, malodourous, and
associated with prodromal ‘flu-like” symptoms (Margesson & Danby, 2014; Safro et al.,

2020).

Previous literature has investigated some of the psychological and psychosocial
difficulties that patients with HS may experience. HS has been described as “one of the most
distressing dermatological conditions” due to its impact on quality of life (Wolkenstein et al.,
2007, p. 621) with patients at increased risk of suicidality (Patel et al., 2020). Cross-sectional
studies have found that in comparison to control participants, patients with HS have poorer
body image (Schneider-Burrus, et al., 2021), lower self-esteem, higher levels of social
isolation, depression, and anxiety (Kouris et al., 2016), higher levels of state anger and
emotional fragility (Tugnoli et al., 2020). Esmann and Jemec (2011) conducted a qualitative
study via interviews and focus groups with patients with HS and reported a pattern of

younger participants feeling “depressed, unworthy and unlovable” (p.332) and older
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participants trying to find ways to conceal their symptoms and lessen the associated burden.
Alavi et al. (2018) compared the quality of life of patients with HS with differing malodour
severities with results suggesting that a more severe malodour is associated with a poorer
quality of life. In addition, due to the symptoms experienced during a flare, activities of daily
living may be harder to do (Howells et al., 2021) and social functioning may be impacted due

to fear of stigma (Keary et al., 2020).

Feelings of disgust may contribute to psychological distress experienced by many
patients with HS. From an evolutionary perspective, disgust towards stimuli associated with
infection protects us from acquiring a fatal disease (Curtis & de Barra, 2018). As the
appearance and odour associated with HS may mirror signs of infection, some patients may
unfairly experience disgust from others and undue self-disgust. Powell et al. (2015) proposed
a model where self-directed disgust responses can develop into a maladaptive emotion
schema. A change in self-concept, such as the development or progression of HS, may elicit a
self-directed disgust response and when this part of the self is constant, unchangeable and
important in how the individual sees themselves, over time a self-disgust schema may
develop (Powell et al., 2015). Information is then processed through the lens of oneself being
disgusting, influencing behaviours and contributing to psychological distress (Powell et al.,
2015). Schienle and Wabnegger (2022) conducted a cross-sectional study with dermatology
patients, including those with HS, and found 64% experienced self-disgust, with depression
being a mediating factor between self-disgust and stigmatisation (Schienle & Wabnegger,
2022). Research suggests disgust traits may be associated with depression in dermatology

patients, with self-compassion moderating this relationship (Clarke et al., 2020).

Shame may contribute to psychological suffering in patients with HS. Keary et al.
(2020) found shame to be a central when exploring psychological difficulties in people with

HS, with patients concealing their condition from others. Shame functions to keep people
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connected to others in their social group by alerting them to any negative aspects of oneself
which could cause rejection (Ryan, 2017). External shame is when one believes others see

them negatively, rejectable or inadequate whereas internal shame is seeing oneself this way
(Woods & Irons, 2017) and may result from internalising experiences of stigmatisation, and

societal expectations (Gilbert, 2015).

Unmet medical needs for patients with HS have been acknowledged. Shukla et al.
(2020) highlighted in their US-based study that patients with HS had a delayed diagnosis and
limited access to both professionals knowledgeable on HS and psychological support. A
meta-synthesis on the experiences of patients with HS highlighted distrust of services due to
feeling unheard and that their concerns are not taken seriously (Howells et al., 2021).
Furthermore, Keary et al. (2020) explained that interactions with healthcare professionals can

feel shaming and dismissing for patients with HS when told to lose weight and stop smoking.

Life partners of patients with HS may also experience difficulties due to the condition.
To the best of the author’s knowledge, only one study, which was cross-sectional, has been
published regarding partners of patients with HS. Wiodarek et al. (2020) found a moderate to
extremely large effect on the quality of life for 62% of partners in a relationship with
someone with HS, with worsened quality of life associated with HS severity. Aspects of
quality of life most impacted for partners were HS-related financial costs, psychological
distress, impact on physical wellbeing, additional household tasks and impact on recreational
and leisure activities (Wiodarek et al., 2020). As intimacy is affected by HS (Esmann &

Jemec, 2011) this may be another aspect that both partners in a relationship struggle with.

Dyadic coping focuses on how couples manage each other’s stressors which are
outside the relationship (Falconier & Kuhn, 2019) and may be important for couples

impacted by HS. Stressors can have an ‘individual oriented-appraisal’ where the stressor is
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viewed as a problem for one partner and the other provides support, or a ‘we oriented-
appraisal’ whereby the stressor is viewed a problem for both partners (Falconier & Kuhn,
2019). Weitkamp et al. (2021) explored dyadic coping in couples impacted by long-term
health conditions and found it was important for adapting to the condition, relationship
satisfaction, improved psychological wellbeing and better management of the condition and

treatment.

The impact of HS on individuals is under-researched and has been recognised as a
research priority by The James Lind Alliance (Ingram, et al., 2014). Furthermore, there are
currently no qualitative studies on the experience of HS for partners. As people with HS may
experience self-disgust and shame, interviewing both partners may highlight discrepancies
between how the patient and how the life partner make sense of the condition. Due to the
significant impact of HS flares on pain and functioning, interviewing couples could provide
an insight into how couples cope. The purpose of the current study is to investigate the
experiences of accessing healthcare, pain, intimacy and relationship functioning during flares

of HS.

Method

Design

A qualitative research design utilising an Interpretative Phenomenological Analysis
(IPA: Larkin & Thompson, 2011; Smith et al., 2009) approach was chosen to investigate the
experiences and meanings for couples where one partner in the relationship has HS. A
qualitative methodology was selected over a quantitative methodology as the study did not
aim to measure pre-identified objective phenonemona for couples where one partner has HS.
A qualitative methodology was felt to be suitable for exploring in depth the individual lived

experiences that the participants hold about being in a relationship where one of them has HS.



59

IPA was deemed to be most appropriate as it seeks to uncover, rather than explain, personal
meaning that participants impacted by HS make of their experiences and is suitable when a
research topic is important to participants (Larkin & Thompson, 2011). IPA has a double
hermeneutic where the researcher is making sense of the participant making sense of their

lived experience (Smith, 2004).

A dyadic IPA approach was used. IPA uses homogenous samples to investigate lived
experience of a particular phenomenon (Larkin et al., 2019). When one person in a couple has
a long-term health condition, both partners share the experience of being in a romantic
relationship where the condition is a part of their lives. In addition, Larkin et al. (2019)
described “our experiences of events and processes are subjective and relational” (p.194).
Therefore, by utilising a dyadic IPA approach, different perspectives of the shared experience

can be explored including how they influence each other.

An expert by experience spoke to the author about their own experience of HS, giving
the author an insight into what living with HS and being in a romantic relationship is like,
prior to the interview schedule being drawn. The expert by experience reviewed the interview
schedule and recruitment materials prior to dissemination to ensure that they were relevant,

understandable and sensitive to people with HS and their partners.
Recruitment

Relevant organisations and charities for people with dermatological conditions, and
specifically HS, were contacted and asked if they could promote the study on their social
media platforms and website (please see appendix seven). These organisations were sent a
poster of the study (please see appendix eight), a participant information sheet (please see

appendix nine) and consent form when contacted (please see appendix ten). The author and
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supervisors of the current research project also shared the study on their Twitter accounts.

Additionally, the expert by experience shared the study with their network.

People interested in participation were asked to email the author for more
information. At this point, information and consent forms were sent. If a person wished to
participate and their partner was interested too, they were asked to copy their partner into the
email and information and consent forms were subsequently sent to the partner. Participants
were then asked to contact the author with their availability if they wished to proceed.

Participants were advised that the interviews would be done separately.

The target sample size was twelve participants, from six different couples, where one
person in the relationship has HS. Whilst there is no specific sample size for IPA studies, in
keeping with a case-study approach, a small sample size is required, ensuring the analysis is
thorough and the richness of individual experience of being in a relationship where one

person has HS is captured (Smith et al., 2022).

Participants

Twelve participants, consisting of six couples, participated. Three couples had been in
relationships with each other for over twenty years, one couple had been together for three
years, one had been together for five years and the other is unknown but at least nine years.
Please see appendix eleven for more information on the participants including their scores on

the Dermatology Quality of Life Index (DQLI; Finlay & Khan, 1994).

The following inclusion criteria were utilised in this study: both partners in the couple
were willing to participate, only one partner in the couple has HS, both partners can speak
English, both partners are over the age of 18. No potential participants were excluded for not

meeting the inclusion criteria.
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Participants with HS completed the DLQI, a brief questionnaire, widely used in
dermatology services, to assess in adults how much their dermatological condition impacts
their quality of life (Basra et al., 2008). The purpose of the DQLI questionnaire being used
was to provide simple, contextual information on how HS impacts the participants’ quality of
life. The DLQI has been found to be reliable (Basra et al., 2008) and valid (Gergely et al.,
2020) for assessing quality of life in patients with HS. On the DLQI, all patients in the study
had scores indicating HS to have a very large or extremely large impact on their quality of

life.

Procedure

Participants were asked to be in a private place, where they would not be overheard,
at the time of interview. Before commencing the interview, participants were reminded that
participation was voluntary and that prior to data analysis, they could withdraw from the
study at any time, with no consequences. As partners were interviewed separately, the partner
in the relationship who was interviewed first was informed that nothing they say will be
shared with their partner by the author when they are being interviewed. Participants were
informed that their responses would be anonymous but there was a risk that following
publication their partner may recognise their words. Participants were then asked to confirm
the participant information form and consent form had been read before giving verbal consent

to proceed.

Participants were given a link to a survey via Qualtrics to gather demographic data
which included whether the participant has HS, age range, gender, partner’s gender, ethnic
group and marital status. For participants with HS, the DLQI was also collected via Qualtrics.

Participants were allocated a number to use, ensuring their name was not on these surveys.
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Semi-structured interviews were held via the videoconferencing platform, Microsoft
Teams. Interview duration ranged from 19 to 65 minutes. Please see table 1 for the interview
schedule. Prompting questions were only used when needed (please see appendix twelve).
Interviews were recorded on an encrypted Dictaphone which was turned off at the end of the
interview. A debrief followed which consisted of asking participants how they felt post
interview and where they could access support if any difficult emotions or thoughts were
evoked. A written debrief sheet (please see appendix thirteen) was then emailed to

participants. After an interview, field notes detailing reflections from the interview were

made and referred to in supervision.

Table 1

Interview Schedule

Questions for participants with HS

1. What is living with HS like for you?

2. How, if at all have things changed over time?

3. Can you tell me about how HS effects your relationship?

4. Inrelation to HS, what has you experience of accessing services been like?

Questions for participants without HS

1. Inrelation to HS, what is your experience of being in a relationship with (insert name
of partner)?

In relation to HS, how if at all have things changed over time?

Can you tell me about how HS effects your relationship?

4. What has your experience of your partner accessing services been?

wmn

Data regarding the duration of couples’ relationship, age of HS onset and stage of HS

were extracted from interview transcripts. Where the stage of HS was not mentioned, this was
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identified from the presentation and treatment of HS detailed in the transcript by a supervisor,

who is also a dermatologist®.
Ethical considerations

Ethical approval was granted by Cardiff University School of Ethics Committee in
June 2021 (reference number: EC.21.04.20.6336RAZ2; please see appendix fourteen). Prior to
data collection, amendments were made to the ethics proposal, enabling the study to be
advertised on all social media platforms, which was granted in August 2021 (please see

appendix fifteen).

Ensuring participant anonymity and confidentiality was a priority. Data collected
from the DLQI and participant demographics was transferred to an encrypted Excel
spreadsheet. Aside from the first two interviews which were transcribed by the author, the
audio recordings were submitted to a professional transcription service. A confidentiality
form (please see appendix sixteen) was sent to the transcriber to read and agree to prior to
commencing transcription. Once a transcript was produced, the audio recording was deleted,
person identifiable information removed and the transcript was password protected. Please
see appendix seventeen for information on the ethical issues of the study, including managing

interviewing couples.
Analytical strategy

Standard IPA guidelines (Larkin & Thompson, 2011; Pietkiewicz & Smith, 2014)
were followed during data analysis. Each transcript was analysed one at a time, enabling the
author to immerse themselves in the data and experiences of the participant. Starting with the

transcript from the first participant, a transcript was read once and any thoughts, feelings,

! Please note that the dermatologist involved in the current study was not the personal consultant for any of the
participants.
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ideas and memories from the interview and reading the transcript were noted in the reflective
journal. Free-coding then took place where exploratory ideas, quotes that grasped the author’s
attention, thoughts and emotions about the participant’s experience were noted on the
transcript (please see appendix eighteen). The purpose of this was to make the author aware
of any biases they held and how their own experiences may influence data interpretation.
Using a clean transcript, line-by-line coding pertaining to experiences and meanings for
participants was conducted on the transcript (please see appendix nineteen). Emerging themes
were placed in a table with the supporting quotes (please see appendix twenty) and a
thorough summary of the transcript was written. This process was repeated with subsequent

transcripts. A reflective journal was referred to during the data-analysis processes.

IPA follows a circular, rather than a linear process, and as new themes emerged from
subsequent transcripts, the author would check back to see if the new theme fitted quotes
from other participants and update their table of emerging themes accordingly. The author
analysed the transcripts from participants with HS first and then analysed the transcripts from
the partners without HS. As the emerging themes reflected much shared experience between

both groups, data from all twelve participants were analysed together.

Once all transcripts were analysed, all themes and subthemes were used to create a
global structure to merge the data. During this process, similarities and differences in the
experiences of the participants were explored and themes and subthemes were refined (please
see appendix twenty-one). Any themes not related to the study aims, such as experiences of
partners without HS accessing healthcare for themselves, were removed. Themes were then
further refined by collapsing similar concepts into each other and applying psychological
theory to create the final list of superordinate and subthemes (please see appendix twenty-

two).
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Reflexivity

An essential aspect of IPA is reflexivity (Shaw, 2010). To facilitate reflexivity,
discussions in supervision and a reflective journal were used across the lifetime of the
project. The purpose of discussing and recording thoughts, ideas and reflections pertaining to
the study was to aid the author’s awareness of their own preconceptions and biases which
might positively or negatively impinge on the data interpretation and therefore needed to be
transparently considered (Biggerstaff & Thompson, 2008). During each stage of data
analysis, notes were recorded in the reflective journal to engage in reflexivity and note key

points (please see appendix twenty-three).

Quiality control

An audit was conducted by a supervisor to ensure the data analysis followed the IPA
approach and identified themes were justified. An audit form (please see appendix twenty-

four) was used during this process.

Results
Three superordinate themes and fifteen subthemes resulted from the data analysis.
Please see table 2 for further details on which themes presented in each participant interview.
Participant’s words were recorded as fitting under a theme if their transcript mentioned the
theme when discussing their own or their partner’s experiences. Please see appendix twenty-

five for further quotes not discussed in the results section.
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Superordinate Subthemes P1 P2 P3

Themes

P4

PS5

P6

P7

P8

P9

P10

P11

P12

1. Beingunheard: A a. Invasive v v
frustrating journey procedures and
to receiving care recovery process
b. Lack of v v v
knowledge and
sensitivity: feeling
unheard,
undermined or
humiliated
c. Implications of V4
insurance cover

d. Needing to be V4 v

knowledgeable on



2. Relational burden

and dyadic coping

HS and assertive
to get care needs

met

. Valuing care from

dermatologist or
care team

Impact on
functioning and
caregiving within

the relationship

. Feeling hopeless

and helpless

Unpredictable

. Making

adaptations to

cope with losses

v

v

v
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3. Self-disgust and

self-consciousness

e. Anger and a sense
of unfairness

f. The relationship as
a protective factor

g. Guilt dueto
condition

a. Self-disgust,
internal and
intimate shame

b. External shame and

avoidance

c. Peer support as a

buffer for internal

shame

v

v

v
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1. Being unheard: A frustrating journey to receiving care

This superordinate theme captures the experiences for patients and their life partners

when accessing treatment for flares of HS.
la. Invasive procedures and recovery process

Many patients and partners spoke of requiring invasive surgeries and procedures
during a flare such as incision and drainage, skin grafts and blood transfusions. One
participant noted the irony of how abscesses form over surgery scars, requiring more surgery.
Another patient spoke of being told a procedure would be needed in future and thought what
he saw online looked “horrific”. The invasiveness of these procedures was often reflected in

the language used to describe them:

This is a horrible procedure right here where they actually stick like gauze or like a
silver laced cloth, depending on the type of wound, into the wound itself with

tweezers or forceps, they really get it in there to force it (patient)

When patients with HS require surgery, the caregiving demands for the partner may

increase. Partners may need to take time off work in order to care for their spouse:

It’s a lot of work, I usually take time off so I can be there for it and immediately after
and make sure she’s good before going back to work but for me it’s just a part of what

I signed up for by marrying her (partner)
1b. Lack of knowledge and sensitivity: feeling unheard, undermined and humiliated

Often a lack of knowledge regarding HS and a lack of sensitivity by the treating
healthcare professional(s) were concurrent. This was spoken of by nine participants. Of the
three remaining participants, two spoke of just a lack of knowledge of HS and one spoke of

just a lack of sensitivity from the healthcare professional(s). Some participants felt they were
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not being believed when accessing healthcare. For example, one patient said “frequently I’'m
being told that it’s all in my head or I’'m making it out to be worse that it is because ’'m a

hysterical female, that’s very prevalent here, or because I’'m overweight”.

Some participants felt they or their partners were being judged by healthcare
professionals, and made to feel as though they are a drug addict when trying to access
treatment, including analgesics. One UK-based participant described it as a “battle” when
trying to get tramadol from her GP. A partner described poor experiences when her partner
accessed emergency services as “they treated him like a junkie or something, they sat him
there in his pain and in an uncomfortable chair for hours. And he cried and just asked me to

come pick him up”.

One patient spoke of being seen by a General Practitioner (GP) with an awareness of
HS, who greatly upset her by saying her vagina was a “mess” and explained how “that GP
made me feel more disgusting than anyone else had. It was outrageous. It genuinely took me

years to get over that”.

Three participants mentioned healthcare professionals having a facial disgust response
when they explained their symptoms or when the professionals saw the wounds. One patient
said that “you explain it to them and the face that they pull will make you feel a bit ashamed”.
Another patient felt it signalled compassion and was accompanied by good healthcare

experiences, however, this was an exception.

Frustrating was frequently used by patients and partners regarding accessing
healthcare for flares. Anger towards healthcare professionals when treated insensitively was
also frequently mentioned. This was shown by one partner who was angered by how his
partner was treated when accessing healthcare and said during the interview “what gives you

the right to say that to anybody without getting a slap?”.
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Many patients felt helpless when accessing medical support during a flare due to
experiencing a lack of sensitivity and felt they were not being listened to. One patient spoke
of feeling stuck in these situations, explaining “I can’t help myself if I’m not being listened

2

to

1c. Implications of insurance cover

Eight participants were US-based and some spoke of how their insurance cover
impacted the healthcare available during flares. Some participants spoke of how insurers will
“fight on” what healthcare costs are covered. Some patients and their partners expressed
gratitude and feeling lucky with the insurance cover. However, the possibility of the insurers
stopping the funding of treatment could be a source of worry. One partner described her
ongoing worry about the funding her husband’s monthly infusions, which reduces the number
of flares he has, being stopped and explained “there’s always that, like, is the insurance going

to quite covering it?”.

One patient’s insurance did not cover some essential supplies needed for wound care
leaving the couple to carry the financial burden. The patient explained how costly these
supplies were “one roll of bandaging that will last me maybe a week and a half is $190. That

one item”.

1d. Needing to be knowledgeable on HS and assertive to get care needs met

Participants often spoke about needing to be knowledgeable on HS to compensate for
the shortcoming of knowledge by healthcare professionals when accessing support for flares.
One partner described this as a “nightmare, because he’s the one that has to go research

everything, to see his GP or the nurse”.

To receive adequate care, some participants spoke of being assertive when

inappropriate solutions for treatment were recommended or when not being listened to. One
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patient spoke of being assertive when she gave a doctor educational materials on HS and he

placed it in the bin:

One doctor in A&E literally put them in the bin in front of me even though he didn’t
know anything about HS. At that point I just asked for another doctor, I wouldn’t

have been seen by him either way (patient)

le. Valuing care from dermatologist or care team

Whilst not specific to accessing support during flares, all patients and some partners
spoke of valuing the care from the dermatologist or specific care team. Patients felt heard and
valued their interpersonal skills, knowledge and ability to find innovative solutions to
problems. Often patients spoke of feeling lucky to be in receipt of such good care. One partner
explained that “the dermatologist herself, | just really appreciate that she exists because

there’s not many people like her”.

Even if the treatment options for HS are limited, patients tended to view their
dermatologist highly, which may be due to their interpersonal skills and knowledge,
demonstrated by one patient’s description of her dermatologist “he’s lovely and I can’t fault

him. It’s just my condition, there’s nothing we can do”.

Many patients and partners spoke about the relief associated with receiving good
healthcare. One partner described these experiences as making “it a lot easier” as “it
definitely lifts her spirits when somebody’s listening and she feels heard and they’re working

with her to resolve it rather than telling her this is what she needs to fix it”.

2. Relational burden and dyadic coping

This superordinate theme relates to the pain experienced during a flare, how it impacts

the couple, and dyadic coping to manage it. The word “all-encompassing” was used by a few
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participants when describing their experience of pain during flares. Often couples used ‘we-

talk’ when discussing their experiences of problems and coping with them.

2a. Impact on functioning and caregiving within the relationship

Participants spoke of how flares of HS had a marked impact on functioning for
patients. Partners would often take on additional household tasks and attend to their partner.
Impact of functioning for patients included activities of daily living, social functioning,

showering and walking.

Couples would work together during wound care management. This felt intimate for
some couples and was often associated with closeness. One patient described this experience
as being “a bit awkward to begin with, having someone else put plasters on me, especially

when | could physically do it myself, but now it is just part of our relationship”.

Some partners spoke of additional loads placed of them due to HS. One partner
appreciated wound care nurses visiting her husband as it lessened the caregiving load, making
other tasks more manageable. Some partners spoke of feeling a need to be upbeat when
supporting their partner during flares. One partner acknowledged how being upbeat was
tiring, particularly in the context of the coronavirus pandemic where restrictions were placed
and they spent more time together at home, “at home it’s just me trying to feel upbeat on

everything, sometimes you can’t and it’s draining”.

2b. Feeling hopeless and helpless

All partners were empathic of the pain their partner was in. Feeling helpless was
discussed by many participants in relation to the significant amounts of pain experienced by
the patients with HS and was often associated with distress. One partner described this
experience as being “very emotional” and how “there’s times when I’ll be laying in bed at

night and just thinking why has this happened? What | could do to make it better?”.
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Limitations of analgesics also contributed to feelings of helplessness during flares.
One patient spoke of being under a pain specialist but still finding nothing controlled the
pain. Some patients felt that the stronger medications were ineffective whereas others felt
these impacted their functioning. One patient described the detrimental impact of the
medication “those highs or fixes, they ruined my day. I can’t do anything on tramadol

because I’'m so woozy”.

Some participants discussed feelings of hopelessness, desperation and low mood
during flares. The chronicity of the condition, with no cure, contributed to this. One patient
described how they feel “desperate sometimes as there is no real cure, there’s not really an

end to this”.

2c. Unpredictable

Ten patients and partners spoke of the unpredictability of flares and how changes can
happen rapidly. Often flares were accompanied by fatigue. One patient explained “there may
not be any symptoms and then all of a sudden I can’t drag myself out of bed or cannot get

through the day”.

As a result of these painful, unpredictable flares participants may cancel plans,
evoking feelings of anger, frustration, embarrassment and guilt for some participants. One
patient stated “I just want to stay in bed at home and not really go out, that can be
embarrassing because it feels like you have to cancel a lot of things and not everyone

knows”.

Alternatively, some participants avoid making plans to prevent disappointment. Other
times, patients would force themselves to go to an event despite being in pain, to avoid

disappointing themselves or their partner. One patient explained how she “really pushed
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through last night” as “if we didn’t go, that would have obviously had a knock-on effect. |

feel like he wouldn’t be happy at me but | know it’s the condition”.

One partner spoke of their partner having the onset of a flare during an event and
subsequently being unable to be present and enjoy the event due to fear of leakage and being
exposed. They explained how this event unfolds: “you see him being extra-cautious, and then

he’s not enjoying the evening or the event, or anything that we’re at”.

2d. Making adaptations to cope with losses

Given the losses associated for some of the couples by HS, adaptations were made.
Sexual intercourse was cited as being too painful during a flare. Where couples abstained
from sexual intercourse entirely, the reasons cited were to do with the pain and the
appearance of HS. One partner explained how “years ago that became a real issue and now

it’s something that’s not feasible and so there’s no intimacy in that sense”.

For some couples, other types of intimacy such as hugging was too painful and
couples could not be as physically close as they wanted. Partners would also have to think
before touching their partners due to worrying it could cause them pain. One partner
described how “you can’t be close, you want to be close, then just hugging and even giving

him a kiss a certain way hurts him”.

Intimacy through holding hands and being in close proximity was deemed to be
important for some couples who were unable to be intimate in the other ways they would
like. A partner explained “the intimacy between us, hold hands, cuddle, that’s there. And I

love that”.

Some couples spoke about their friendship within the relationship and spending lots of

time together. When patients’ HS was too severe to leave the house or they had flares, they
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would socialise at home with their partners. One partner discussed how he would make a

homemade meal during these times so it felt like the couple had dined out.

2e. Anger and a sense of unfairness

A sense of unfairness regarding HS and their situation was discussed by participants.
Often this was accompanied by feelings of anger towards the condition or sadness, one

patient described how they would sometimes feel “angry because it’s not fair”.

One partner discussed unfairness and frustration when her husband was not engaging
in self-management yet she was doing caregiving tasks. This was described as “the thing that

mostly annoys me is when | feel like he’s not doing his part”.

Some participants blamed themselves for having HS and the anger was internalised,
as described by one patient: “I get angry a lot. | get angry at myself for having this disease. |

don’t know why I am angry at myself. I’ve not done anything to cause it”.

Importantly, no partners spoke of blaming their partner for having HS. One partner
recognised they feeling “angry” at their partner at times and reflected that this needs to be

redirected: “I need to be angry at the HS and not him”.

Two patients spoke of anger being directed at their life partner on occasion during
flares. One patient spoke of her partner being understanding and valued his reaction to her
anger when distressed during a flare and how “he’s like, “you’re right, you’re allowed to

have an attitude right now”. He’s fantastic”.

2f. The relationship as a protective factor

Five participants spoke of how their relationship was a protective factor in coping
with HS. Some patients felt their experience of HS would be worse if they did not have their

partner. One partner described how “the love we have for each other” helped them cope.
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29. Experiences of guilt due to condition

Whilst grateful for the caregiving provided by their partners, some participants felt
guilt over the restrictions that HS place on their partner’s life. This included cancelled plans,
feeling that they were holding their partner back or not contributing as much in the
relationship as they felt they should. One patient described feeling guilty due to feeling they

are “not being a full partner” or “picking up less than maybe I should”.

3. Self-disgust and self-consciousness

The final superordinate theme pertains to how HS influenced self-disgust and self-
conscious emotions in the patients with HS and the impact of this on their relationships.

3a. Self-disgust, internal shame and intimacy

Eight participants spoke of how they or their partner experienced self-disgust or
internal shame as a result of the appearance, leakage and odour associated with HS. The
language used highlighted how this was a distressing experience. One patient explained her
experience of HS as making her feel “like some kind of monster” and that “as humans we

stay away from disease and here I am with a visible disease”.

For patients impacted by self-disgust, it developed overtime in tandem with their
symptoms worsening. The feeling of leakage would contribute to this, as described by one
patient: “it moved from being just a predominately upper body thing to going to lower body

and that makes me feel really gross especially if I could feel things oozing”.

Feelings of internal shame were also discussed. The word “mess” was sometimes
used by patients to describe the state of their skin and how they subsequently saw themselves,
as explained by one patient: “with HS, it’s even more mega confirmation that | am just a

mess”.
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Although not diagnosed, one patient suspected their partner also had HS, which may
have been a protective factor in not experiencing internal shame: “he’s kind of normalised

this whole having zits on your crotch, if you will”.

Some participants spoke of feeling worried during sexual intercourse due to the
appearance of abscesses, scars, leakage or odour associated with HS. One patient mentioned
how “my buttocks has a lot of abscesses and that’ll just enter my mind out of nowhere and

suddenly I don’t want to be having sex anymore”.

Only two of the couples had their current severity of HS before entering the
relationship. Feelings of internal shame and intimacy being associated with vulnerability was
more pronounced at the start of the relationship. With time, patients with HS learnt to trust
their partners and that they would not be disgusted by them. One partner described how “at
the start it was quite a big thing. It was more about her self-confidence than anything. She

wouldn’t feel comfortable showing her body to me”.

One patient spoke of how before engaging in sexual intercourse he needed to ensure
that all of his “dressings are secure, that they’re not going to leak or smell or anything” as he

would be “mortified” if they were to come off.

Two patients with HS spoke of permanently abstaining from sexual intercourse
altogether since symptoms worsened. One patient with HS felt that there was no solution to
this due to the unpleasantness of symptoms: “even if not in pain, the issue remains of the

leaking and seeping which makes for a nasty situation, there is no way around that”.

Partners in the study were sensitive and attuned to how the condition made their
partner feel about themselves and how this may impact intimacy. One partner explained “if
she doesn't feel good then she's not going to be as comfortable with it because of the

positioning of it being in groin and under breast so she doesn't feel as attractive”.
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3b. External shame and avoidance

Seven participants spoke of external shame the patients may experience, including
when out in public, in relation to the HS. One patient explained “obviously when people are
looking at your skin and wondering what’s wrong with you it’s very harsh. It can be harsh”.
Two patients spoke of how wearing bras during flares caused pain and friction but felt

exposed if they left the house without wearing one.

Some patients spoke of worries of a malodour which ranged from worrying about it
when out to avoiding going out because of it. One patient spoke about how they felt their
symptoms were “not socially acceptable” as “anyone around me is impacted by HS as they

can see or smell or touch or being aware of what’s going on”.

One patient spoke of being able to smell when an abscess would burst. To help
manage the anxiety this caused, her partner would have “a little sniff” and provide
reassurance by saying “you’re fine, you don’t smell weird” which she described as being

“calming” and can “really help”.

3c. Peer support as a buffer for internal shame

Five participants spoke of how engaging in peer support with others was normalising,
helping them feel understood and validated. One patient explained that in the support group

she attends “we are open, we all understand. I don’t have to explain myself”.

Two participants did not have access to a face-to-face peer support group but felt it
would be normalising. One partner appeared burnt-out from the HS and spoke of interest in
peer support for both themselves and their partner: I think that would really help. Also, the

support for people that have to support the person with HS as well”.
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Some patients spoke of using online support groups for HS and sharing tips for
managing the condition. Occasionally it was noted that engaging with groups could be
distressing due to seeing people with more severe symptoms. One participant discussed
finding content in online peer support groups distressing due to seeing people do harmful
things to alleviate their pain. One patient explained how “watching what people do to
themselves trying to fix it and making it worse makes me cry a lot so I don’t stay in those

groups”.

There was a sense of the HS community supporting each other. One patient spoke of
how she sent some dressings that she could not use to a stranger and responded online
whenever someone suggested doing something unknowingly harmful to manage the HS. One
patient was training to be an aesthetician, enabling her to then help others with HS. Another
patient spoke of successfully lobbying for some dressings, designed by someone with HS, to
be made available on the NHS. One patient explained that “we’ve all got to be there for each

other, and we all know that because it’s so unknown”.

Discussion
The current study is the first qualitative one with couples where a partner in the
relationship has HS. The study focussed on the experiences of accessing healthcare, pain,
intimacy and relationship functioning during flares. The superordinate themes were ‘being
unheard: a frustrating journey to receiving care’, ‘relational burden and dyadic coping’ and

‘self-disgust and self-consciousness’.

Poor healthcare experiences when accessing treatment for flares were identified in
this study, often underpinned by a lack of knowledge on HS, contributing to a lack of
sensitivity by the treating professional(s). Subsequently, patients with HS felt their

symptoms, including pain, were unacknowledged. These experiences complement previous
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research documenting patients with HS feeling unheard, not taken seriously (Howells et al.,
2021; Keary et al., 2020) and having limited access to healthcare professionals
knowledgeable on HS (Shukla et al., 2020). This was incredibly frustrating for participants,
especially due to the considerable impact of flares and pain on functioning, which is also
documented in the literature (Howells et al., 2021; Keary et al., 2020) and the invasive
procedures for managing HS. Understandably, participants felt angry. Patients in the current
study were assertive and knowledgable on HS to help get their needs met. Likewise, Rivera et
al. (2022) who found in a sample of women, that prior to their inflammatory vulvar
dermatoses diagnosis, negative healthcare experiences including a lack of sensitivity and
knowledge, drove self-advocacy. Good healthcare interactions in the study reflected
sensitivity and knowledge of HS from dermatologists and patients’ care teams. Although not
all were flare specific, the theme is useful in highlighting the relief and containment these
interactions brought couples. Some participants, including one partner, felt that healthcare
professionals could be disgusted by the HS symptoms. Whilst not specific to HS, Hadjittofi et
al. (2020) found disgust from healthcare professionals to be a common but unspoken
experience, with professionals trying to hide these responses from patients. However, with
self-disgust as a schema (Powell et al., 2015), patients’ perceptions of how healthcare

professionals viewed them may also be biased, fitting their view of being disgusting.

For the US-based participants, implications of insurance cover and worry of valued
treatments being withdrawn created further burden. Individuals with HS are more likely to
have lower socioeconomic status due to reduced quality of life (Wertenteil et al., 2018).
Therefore, many US-based people with HS may be unable to work, missing out on insurance
from their employer and therefore not getting needed care. A parallel issue for UK-based
patients is limitations of what the NHS funds and persuading GPs for medical supplies, as

mentioned by some participants.
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Couples utilised dyadic coping when faced with, often unpredictable, flare-related
stressors. “We’ was often used when explaining problems faced, and how these were
managed. Dyadic coping among participants included delegating household tasks, caregiving,
and finding ways together to cope with losses. Couples impacted by physical illness are
deemed to cope better when they communicate about the stressor, hold the same views on the
illness and any supportive dyadic coping, from an individual oriented-appraisal, reflects
patient’s needs (Weitkamp et al., 2021). All patients in this study were grateful for the care
their partners provided, potentially reflecting positive dyadic coping (Falconier & Kuhn,
2019). However, all patient participants experienced guilt over caregiving demands or couple
losses. Similarly to Howells et al. (2021), some patients in this study felt like an inadequate
partner. Varying experiences of guilt may be attributed to internal shame, dyadic coping,
caregiving demands and losses experienced. Importantly, no partners in the study blamed the
patient for having HS. One partner acknowledged feeling angry towards their partner at times
and needing to redirect this solely to HS. As this participant did not always communicate
these feelings to their partner and felt pressure to lift their mood, the anger may reflect
protective buffering (Falconier & Kuhn, 2019), or not yet accepting losses (Walker et al.,
2004). In this study, some participants felt their relationship protected them from HS and
flare related stressors, complementing findings of support networks, including partners,
helping patients with HS cope (Kirby, 2016). Helplessness and hopelessness during flares
were experienced by couples, often in relation to experiencing or witnessing their partner’s
pain, inadequate pain relief and accessing healthcare. Helplessness, despair and feeling a lack
of control has been previously found for dermatology patients, including HS, as well as their
family members, including partners (Basra & Finlay, 2007; Howells et al., 2021; Evers et al.,
2005; Fisher et al., 2020). As hopelessness is future-orientated (Beck et al., 1974), its

experience may reflect the chronicity and potential for HS to progress, treatment limitations
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and the couples distress due to HS (Kouris et al., 2016; Tugnoli et al., 2020; Wlodarek et al.,

2020).

A sense of unfairness and anger was experienced by participants, complementing
previous studies (Howells et al., 2021; Tugnoli et al., 2020). Some participants in this study,
experienced self-blame and self-directed anger. Similarly, Hughes and Hunter (2022)
highlighted self-directed and other-directed anger in their qualitative study with patients with
psoriasis. Perceived disempowerment led anger being externalised to psoriasis or internalised
to themselves (Hughes & Hunter, 2022). Self-directed anger in some patients with HS in this
study may also reflect internal shame and self-disgust as these are associated with self-

criticism, self-devaluation and anger (Gilbert & Procter, 2006; Powell et al., 2015).

Self-consciousness and self-disgust underpinned experiences for many
patients in the study. All participants who experienced a malodour, or concerns of one,
reported symptoms of self-disgust during flares. Internal shame regarding the appearance of
HS was also present in these participants. Self-consciousness also impacted intimacy.
Vulnerability when intimate in new relationships has been documented previously due to the
appearance of HS (Esmann and Jemec, 2011) causing embarrassment and fear of rejection
(Keary et al., 2020). In this study, self-confidence and external shame in intimacy improved
after building trust with a new partner. Unlike the current study, Esmann and Jemec (2011)
discussed how some of their participants felt previous partners lost interest in them when
absesses appeared. Two couples spoke of being close to their partner but as the HS
progressed they abstained from sexual intimacy, with the patients citing the appearance and
leakage as a factor in this, with their language indicating self-disgust. No partners spoke of
disgust towards their partner’s HS, indicating their symptoms were not objectively
disgusting. The findings from this study suggest that people with HS could develop a self-

disgust schema due to the condition, with a malodour further impacting this.
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External shame driven avoidance was discussed in this study with some patients
concerned of their HS symptoms being exposed, when out in public, and being judged.
Concealing symptoms and avoidance has been discussed previously in patients with HS
(Howells., 2021; Keary et al., 2020). Given shame’s function, patients with HS may feel
vulnerable to rejection if exposed. Similarly, as symptoms of HS flares could be mistaken for
infection, people with HS may have unfairly experienced disgust from others or
stigmatisation. Further, with self-disgust as a schema interfering with information processing
(Powell et al., 2015), patients may have a heightened sense of threat towards external shame

and others viewing them as disgusting.

Peer support within the HS community helped some participants by normalising their
experiences and lessening internal shame. Howells et al. (2021) suggested peer support can
improve the self-worth of people with HS. Similarly, in a sample of participants with
alopecia, lliffe and Thompson (2019) found online peer support to help with self-acceptance,

accepting their condition and belonging.

Limitations

There are some limitations within the study. As both partners needed to participate,
potentially only participants in supportive relationships took part. Further, as only patients
with partners were interviewed, this study may have overlooked patients with HS who avoid
entering relationships due to external shame and fear of rejection. As some of the
demographics details of participants were not captured, it may be harder for readers to know
if the results are relevant to their clinic population. Another limitation is pertaining to the
sample as one patient suspected their partner had HS. As they were not diagnosed or in
receipt of services, this couple was included in the study, however, their experiences of

coping with the patient’s HS may differ.
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As the DLQI was administered prior to interview, it may have influenced how
participants interpreted and responded to questions. Further, the Hidradenitis Suppurativa
Quality of Life scale (HISQOL; Kirby et al., 2020) is a specific HS measure which could

have provided further information.

Clinical implications

As there was a lack of knowledge and lack of sensitivity towards the patients with HS,
it would be of benefit for healthcare professionals at GP services and A&E to receive training
on HS, including the physical and emotional experiences for patients and partners. Potentially
this training could be delivered by psychologists, who have collaborated with dermatologists
when creating the training content. To increase outreach and due to limited resources, this

training could perhaps be delivered virtually.

Psychological support should be offered to patients and their partners experiencing
any HS related distress, including losses. For ease of access, pathways for psychological
support could be embedded in dermatology services and provided on an individual, couple or
group basis. Facilitated peer support groups or skills-based groups, including how to be
assertive with healthcare professionals and how to communicate about HS-related stressors,
may suit those wishing to connect with others and find coping strategies. As patients with HS
may experience self-disgust and shame, interventions aimed at increasing self-compassion,

like Compassion Focused-Therapy, may help.

Conclusion

Flares of HS considerably impact the daily functioning, psychological distress and
relationship functioning for patients and their life partners. Future research should explore

further self-disgust in HS, compassion-focussed interventions for people with HS,



experiences of patients who avoid entering relationships due to HS, and experiences of HS

and being in a relationship without the requirement of both partners participating.
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and promotes egual opportunities. Content should make no assumptions about the beliefs or
commitments of any reader; contain nothing which might imply that one individual is superior to
another on the grounds of age, gender, race, ethnidty, culture, sexual orientation, disability or health
condition; and use inclusive [anguage throughout. Authors should ensure that writing is free from bias,
sterectypes, slang, reference to dominant culture andfor cultural assumptions. We advise to seek
gender neutrality by using plural nouns (“clinicians, patients/clients”) as default/wherever possible
to awvoid wusing "he, she,” or "hefshe.” We recommend awvoiding the use of descriptors that refer
to personal attributes such as age, gender, race, ethnicity, culture, sexual orientation, disability or
health condition unless they are relevant and valid. When coding terminology is used, we recommend
to awoid offensive or exclusionary terms such as "master”, "slave”, "blacklist" and "whitelist”. We
suggest wsing alternatives that are more appropriate and (self-) explanatory such as "primary”,
"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.
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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; Inwestigation; Methodolagy ; Project administration; Resources;
Software; Supervision; Validation; Visualization; Roles/Writing - original draft; Writing - review &
editing. Authorship statements should be formatted with the names of authaors 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 rearmangement of author names in the authorship list should be made only
befora the manuscript has been accepted and only if approved by the journal Editor. To reguest 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, remowval or rearrangement. In the case of addition or remowval of authors,
this indudes 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 reguest, publication
of the manuscript will be suspended. If the manuscript has already been published in an online issue,
any requeasts approved by the Editor will result in a corrigendum.

Article transfer service

This journal uses the Elsevier Article Transfier 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 ba
provided by a Journal Editor, a dedicated Scoentific 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’ {sea
miare information on this). An 2-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
putside the institution and for all other derivative works, including compilations and translations. If
excerpts from other copyrighted works are included, the awthor(s) must obtain written permission
from the copyright owners and credit the source(s) in the artide. Elsevier has preprinted forms for
use by authors in these cases.

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) hawve 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 ressarch and/for
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 involverment, it is recommended
to state this.
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Opan access
Please visit our Open Access page for more information.

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 reguire editing to eliminate possible
grammatical or spelling errors and to conform to correct sdentific English may wish to use the English
Language Editing service available from Elsevier's Author Services.

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 typesst your article for
final publication. All correspondence, including notification of the Editor's decision and requests for
revision, is sent by e-mail.

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

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 two independent expert reviewers 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. Mare information
on types of peer reviaw.

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,
pleasea indude the following separately:

Title page (with auvthor details); This should include the title, authors’ names, affiliations,
acknowledgements and any Declaration of Interest statement, and a complete address for the
cormmesponding 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.

Use of ward processing software

It s important that the file be saved in the native format of the word processor used. The text
should be in single-column format. Keep the layout of the text as simple as possible. Most formatting
codes will be removed and replaced on processing the article. In particular, do not use the word
processor's options bo justify bext or to hyphenate words. However, do use bold face, italics, subscripts,
superscripts etc. When preparing tables, if you are using a table grid, use only one grid for each
individual table and not a grid for each row. If no grid is used, use tabs, not spaces, to align columns.
The electronic text showld be prepared in a way very similar to that of conventional manuscripts (see
also the Guide to Publishing with Elsevier). Mote that source files of figures, tables and text graphics
will be reguired whether or not you embed your figures in the text. 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
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Introduction
State the objectives of the work and provide an adequate background, avoiding a detailed literature
survey or a summary of the results.

Material and methods

Provide sufficient details to allow the work to be reproduced by an independent researcher. Methods
that are already published should be summarized, and indicated by a reference. If quoting directly
from a previously published method, use guotation marks and also cite the source. Any modifications
to existing methods should also be described.

Results
Results should be cdear and condse, describing the findings and their associated statistical basis.
Consider the use of tables and figures for statistical details.

Discussion

This section shouldpresent the theoretical, empirical, and applied implications of the results, not
simply repeat the findings. The study’s limitations should be explicitly recognized. A combined Results
and Discussion section may be appropriate.

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 Resulks 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. (4.1), Eq. (A.2), etc.; in a subsequent appendix,
Eq. {(B.1) and so on. Similarly for tables and figures: Table A.1; Fig. A.1, etc.

Essential title page information

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

= Author names and affiliations. Please clearly indicate the given name(s) and family namea(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 transhiteration. Present the authors™ affiliation
addresses (where the actual work was done) below the names. Indicate all affiliations with a lower-
case 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
Methodaology 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 "PFermanent 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 joumnal 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
usze 'Highlights' in the file name and include 3 to 5 bullet paints (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
resaarch, the principal results and major conclusions. An abstract is often presented separately from
the articdle, 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 uncommen abbreviations should
be avoided, but if essential they must be defined at their first mention in the abstract itself.
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The abstract should be betwean 150 and 200 waords.

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 = w) or proportionally more. The image should be readable at a size of 5 x
13 om using a regular screen resalution of 96 dpi. Preferred file types: TIFF, EPS, PDF or M5 Office
files. You can view Example Graphical Abstracts on our information site.

Authors can make use of Elsevier's [llustration Services to ensure the best presentation of their images
and in accordance with all technical requirements.

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.

Abbreviations

For economy, consider using abbreviations or acronyms for key terms that appear often in the
paper. Introduce the abbreviation parenthetically after the term’s first mention in the paper. Ensure
consistency of abbreviations throughouwt the paper. Such abbreviations that are unavoidable in the
abstract must be defined at their first mention there, as well as in the footnote. Ensure consistency
of abbreviations throughout the article.

Acknowledgements

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 whao provided help during the ressarch (e.qg., 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]ls
the Bill B Melinda Gates Foundation, Seattle, WA [grant number zzzz]; and the United States Institutes
of Peace [grant number aaaa].

It is not necessary to include detailed descriptions on the pregram or type of grants and awards. When
funding is from a block grant or other resources awvailable 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 fallowing sentence:

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

Math formulae

Flease 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., ¥/Y. In principle, variables are to be presented in italics. Powers of e are often
more conveniently denoted by exp. Number consecutively any eguations that hawve to be displayed
separately from the text (if referred to explicitly in the text].

Footnotes

Footnotes should be used sparingly. Mumber them consecutively throughout the article. Many word
processaors can build footnotes into the text, and this feature may be used. Otherwise, please indicate
the position of footnotes in the text and list the footnotes themselves separately at the end of the
article. Do not inclede footnotes in the Reference list.

Artwork
Electronic artwork
General points
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# Make sure you use uniform lettering and sizing of your original artwaork.

= Embed the used fonts if the application provides that option.

= Alm to use the following fonts in your illustrations: Arial, Courier, Times Mew Roman, Symbaol, or
use fonts that look similar.

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

= Use a logical naming convention for your artwork: files.,

+ Provide captions to illustrations separately.

* Size the illustrations close to the desired dimensions of the published version.

# Submit each illustration as a separate file.

= Ensure that color images are accessible to all, including those with impaired color vision.

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

If your electronic artwork is created in a Microsoft Office application {Word, PowerPoint, Excal) then
please supply 'as is' in the native document format.

Regardless of the application used other than Microsoft Office, 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 ling/halftone combinations given below):

EFS {or PDF): Vector drawings, embed all used fonts.

TIFF {or JPEG): Color or grayscale photographs (halftones), keep to a minimum of 300 dpi.

TIFF (or JPEG): Bitmapped {pure black & white pixzels) line drawings, keep to a minimum of 1000 dpi.
TIFF {or JPEG]): Combinations bitmapped ling/half-tone {color or grayscale), keep to a minimum of
500 dpi.

Please do not:

= Supply files that are optimized for screen wse (e.g., GIF, BMF, PICT, WPG); these typically have a
low number of pixels and limited set of colors;

= Supply files that are too low in resolution;

# Submit graphics that are disproportionately large for the content.

Formats

Regardless of the application used, when your electronic artwork is finalised, 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: Wector drawings. Embed the font or save the text as "graphics”.

TIFF: Colour or greyscale photographs [halftones): always use a minimum of 300 dpi. For colour
images always use RGB.

TIFF: Bitmapped line drawings: use a minimum of 1000 dpi.

TIFF: Combinations bitmapped line/half-tone (colour or greyscale): a minimum of 500 dpi is reguired.
DOC, XLS or PFT: If your electronic artwork is created in any of these Microsoft Office applications
please supply "as is”.

Please do not:

* Supply embedded graphics in your wordprocessor (spreadsheet, presaentation) document;

* Supply files that are aptimised for screen use (like GIF, BMP, PICT, WPG); the resaolution is too low;
= 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 IPEG), EPS (or PDF), or
MS Office files) and with the correct resolution. If, together with your accepted article, you submit
usable color figuras then Elsevier will ensure, at no additional charge, that thess figures will appear
in color onling (e.g., ScienceDirect and other sites) regardless of whether or not these illustrations
are reproduced in color in the printed version. For color reproduction in print, you will receive
information regarding the costs from Elsevier after receipt of your accepted article. Pleaze
indicate your preference for color: in print or online enly. Further information on the preparation of
electronic artwark.

Figure captions

Ensure that each illustration has a caption. Supply captions separately, not attached to the figure. A

caption should comprise a brief title (not on the figure itself) and a description of the illustration. Keep
text in the illustrations themsalves to a minimum but explain all symbaols and abbreviations usad.
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Tables

Please submit tables as editable text and not as images. Tables can be placed either next to the
redevant text in the article, or on separate page(s) at the end. Mumber 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 wvice
versa). Personal communications may be cited (with exact date) in the text but are not included in the
referance list. Unpublished studies or papers may be dbted but must include a date (year) and follow
APA style. Citing reference as "in press” indicates that the work has been accepted for publication.”

Data references

This journal encourages you to cite underlying or relevant datasets in your manuscript by citing them
in your text and induding 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, ar 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

Maost 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 remowve field codes from different reference
management software.

Reference styla

Text: Citations in the text should follow the referencing style used by the American Psychalogical
Assodation. 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. Mare 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:

Van der Geer, )., Hanraads, 1. A. 1., & Lupton, R. A. (2010). The art of writing a scientific article.
Journal of Scientific Communications, 163, 51-59. https://doi.org/10.1016/j.5c.2010.00372.
Reference to a journal publication with an article number:

Van der Geer, )., Hanraads, 1. A. 1., & 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., Ir., & 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. 5.
Jones, B R. Z. Smith (Eds.), Introduction to the electronic age (pp. 281-304). E-Publishing Inc.
Reference to a website:
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Powertech  Systems. [(2015). Lithivme-ion ws  lead-acid cost analysis.  Retrieved
from  hitp:/ fwww.powertechsystems. eu/homeftech-corner/lithium-ion-vs-lead-acid -cost-analysis,.
Accessed January 6, 2016

Reference to a dataset:

[dataset] Oguro, M., Imahiro, 5., Saito, 5., & Nakashizuka, T. (2015). Mortality data for Japanese
pak willt disease and surrounding forest compositions. Mendeley Data, v1. https: ffdoi.org/10.17632/
wwj9Bnb3or 1.

Reference to a conference paper or poster presentation:

Engle, E.K., Cash, T.F, & Jarry, 1.L. (2009, November). The Body Image Behaviows [nventory-3:
Dewvelopment and validation of the Body Image Compuisive Actions and Body Image Avoidance Scales.
Poster session presantation at the meeting of the Association for Behavioural and Cognitive Therapias,
Mew York, NY.

Reference to software:

Coon, E., Berndt, M., Jan, A., Svyatsky, D., Atchley, A., Kikinzon, E., Harp, D., Manzini, G., Shelef,
E., Lipnikow, K., Garimella, R., Xu, C., Moulton, D., Karra, 5., Painter, 5., Jafarow, E., & Molins, 5.
(2020, March 25). Advanced Terrestrial Simulator (ATS) v0.88 (Version 0.88). Zenodo. https://
doi.org/10.5281/zenodo. 3727209,

Video

Elsevier accepts video material and animation sequences to support and enhance your scientific
research. Authors who hawve 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
redate 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 wversion of your article in Elsevier Web products, including Sciencelirect, Please supply
'stills” with your files: you can choose any frame from the video or animation or make a saparate
image. These will be used instead of standard icons and will parsonalize the link to your video data. For
more detailed instructions please wvisit our video instruction pages. Mote: since video and animation
cannot be embedded in the print wersion 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

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 onling). 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
supplemantary material during any stage of the process, please make sure to provide an updated file.
Do not annotate any corrections on a previous version. Flease switch off the Track Changes’ option
in Microsoft Office files as these will appear in the published version.

Research data

This journal encourages and enables you to share data that supports your research publication
where appropriate, and enables you ko interlink the data with your published articles. Research data
refers to the results of observations or experimentation that validate research findings. To facilitate
reprodudbility 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 artide or make a statement
about the availability of your data when submitting your manuscript. If you are sharing data in one of
these ways, you are encouraged 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
redevant repositories, giving readers access to underlying data that gives them a better understanding
of the research described.
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There are different ways to link your datasets to your article. When available, you can directly link
your dataset to your article by providing the relevant information in the submission system. For maore
information, visit the database linking page.

For supported data repositories a repository banner will automatically appear next ta your published
article on Sciencelirect.

In addition, you can link to relevant data or entities through identifiers within the text of your
manuscript, using the following format: Database: xcxx (e.g., TAIR: AT1G01020; CCDC: 734053;
PDB: 1XFN).

Data in Brief

You have the option of converting any or all parts of your supplementary or additional raw data inta
a data artide published in Data in Brief. A data article is a new kind of artide that ensures that your
data are actively reviewed, curated, formatted, indexed, given a DOI and made publicly available
to all upon publication (watch this video describing the benefits of publishing your data in Dada in
Brief). You are encouraged to submit your data article for Data in Brief as an additional item directly
alongside the revised version of your manuscript. If your research article is accepted, your data article
will automatically be transferred over to Data in Brief where it will be editorally reviewed, published
open access and linked to your research article on ScienceDirect. Pleass note an open access fee is
payable for publication in Data in Bref. Full details can be found on the Data in Brief website. Pleasa
use this template to write your Data in Brief data article.

Data staterment

To foster transparency, we encourage you to state the availability of your data in your submission.
This may be a requirement of your funding bady or institution. If your data is unavailable to access
or unsuitable to post, you will have the opportunity to indicate why during the submission process,
for example by stating that the research data is confidential. The statement will appear with your
published article on ScienceDirect. For mare information, visit the Data Statement page.

AFTER ACCEPTANCE

Online proof correction

To ensure a fast publication process of the artide, we kindly ask authors to provide us with their proof
corrections within two days. Comesponding authors will receive an e-mail with a link to our online
proofing system, allowing annotation and correction of proofs online. The environment is similar to
MS Word: in addition to editing text, you can also comment on figures/tables and answer questions
from the Copy Editor. Web-based proofing provides a faster and less error-prone process by allowing
you bo directly type your cormections, eliminating the potential introduction of errors.

If preferred, you can still choosa to annotate and upload your edits on the PDF version. All instructions
for proofing will be given in the &-mail we send to authors, including alternative methods to the online
version and PDF

We will do everything possible to get your article published quickly and accurately. Please use this
proof only for checking the typesetting, editing, completenass and correctness of the text, tables and
figures. Significant changes to the article as accepted for publication will only be considered at this
stage with permission from the Editor. It is important to ensure that all corrections are sent back
to us in one communication. Please check carefully before replying, as inclusion of any subsequent
cormections cannot be guaranteed. Proofreading is solely your responsibility.

Offprints

The corresponding author will, at no cost, receive a customized Share Link providing 50 days free
access to the final published version of the artide an ScienceDirect. The Share Link can be used for
sharing the article via any communication channel, including email and sodal media. For an extra
charge, paper offprints can be ordered via the offprint order form which is sent once the article is
accepted for publication. Both corresponding and co-authors may order offprints at any time via
Elsevier's Author Services. Corresponding authors who have published their article gold open access
do not receive a Share Link as their final published version of the article is available open access on
ScienceDirect and can be shared through the article DOT link.
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Appendix two —coding using NVivo

Section of a coded transcript showing the coding strips to the right
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Appendix four — refined structure before analytical stage of thematic synthesis




Appendix five - CASP ratings for each study
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Appendix six - author guidance for submission to Social Science and Medicine

GUIDE FOR AUTHORS

Important information for prospective authors

To ensure fairness to all submissions, the Social Science & Medicine Editorial Offices cannot consider
any queries related to the appropriateness of a manuscript that is submitted via email outside of
the formal submission system. We endeavor to make timely assessments on all manuscripts that
we recelve through the anline submission system, and authors will recelve a response ance the
appropriate assessment of the manuscript has been completed.

Your Paper Your Way

We now differentiate between the requirements for new and revised submissions. You may choose to
submit your manuscript as a single Word or PDF file to be used in the refereeing process. Only when
your paper is at the revision stage, will you be requested to put your paper in to a "correct format’
for acceptance and provide the items required for the publication of your article.

Teo find out more, please visit the Preparation section below.

INTRODUCTION
Click here for guidelines on Special Issues.

Click here for guidelines on Qualitative methods.

Social Science & Medicine provides an international and interdisciplinary forum for the dissemination
of social science research on health. We publish original research articles (both empirical and
theoretical), reviews, position papers and commentaries on health issues, to inform current research,
policy and practice in all areas of common interest to social scientists, health practitioners, and
policy makers. The journal publishes material relevant to any aspact of health and healthcare from
a wide range of social science disciplines (anthropology, economics, epidemiclogy, geography, policy,
psychelogy, and sociolagy), and material relevant to the sodal sciences from any of the professions
concerned with physical and mental health, health care, clinical practice, and health policy and the
organization of healthcare. We encourage material which is of general interest to an international
readership.

Journal Policies
The journal publishes the following types of contribution:

1) Peer-reviewed original research articles and critical analytical reviews in any area of social science
research relevant to health and healthcare. These papers may be up to 9000 words including abstract,
tables, figures, references and (printed)} appendices as well as the main text. Papers below this limit
are preferred.

2) Systematic reviews and literature reviews of up to 15000 words including abstract, tables, figures,
references and (printed) appendices as well as the main text.

3) The Health Psychology section of the journal will also consider short communications of between
2000 and 4000 words, where a brief, focused dissemination of topical research findings is warranted
and the scope and design of the research is appropriate for a shorter report. Please note that other
sections do not publish Short Communications.

4) Submitted or invited commentaries and responses debating, and published alongside, selected
articles.

5) Specdial 1ssues bringing tegether collections of papers on a particular theme, and usually guest
edited.

Due to the high number of submissions received by Social Science B Medicine, Editorial
Offices are not able to respond to gquestions regarding the appropriateness of new papers
for the journal. If you are unsure whether or not your paper is within scope, please
take some time to review previous issues of the journal and the Aims and Scope at
https: //www. journals.elsevier.comysocial-science-and-medicine/ .
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Submission checklist
You can use this list to carry out a final check of your submission before you send it to the jourmal for
review. Please check the relevant section in this Guide for Authors for more details.

Ensure that the following items are present:

One author has been designated as the corresponding author with contact details:
* E-mail address
+ Full postal address

All necessary files have been uploaded:

Manuscript:

= Include keywords

= All figures (include relevant captions)

+ All tables {including titles, description, footnotes)

+ Ensure all figure and table citations in the text match the files provided
+ Indicate clearly if color should be used for any figures in print
Graphical Abstracts / Highlights files (where applicable)

Supplemental files {(where applicable)

Further considerations

= Manuscript has been "spell checked' and 'grammar checked'

= All references mentioned in the Reference List are cited in the text, and vice versa

+ Manuscript does not exceed the word limit

+ All identifying information has been remowved from the manuscript, including the file name itself

+ Permission has been obtained for use of copyrighted material from other sources (incleding the
Internet)

+ Relevant declarations of interest have been made

= Journal policies detailed in this guide have been reviewed

= Referse suggestions and contact details provided, based on journal requirements

For further information, visit our Support Center.

BEFORE YOU BEGIN

Ethics in Publishing
For information on Ethics in publishing and Ethical guidelines for journal publication see
https://www.elsevier.comy/publishingethics and https://www.elsevier.com/ethicalguidelines.

Please note that any submission that has data collected from human subjects requires ethics approval.
If your manuscript does not incdude ethics approval, yvour paper will not be sent out for review.

Declaration of interest

All authors must disclose any financial and persenal relationships with other people or organizations
that could inappropriately influence (bias) their work. Examples of potential competing interests
include employment, consultancies, stock ownership, honoraria, paid expert testimony, patent
applications/registrations, and grants or other funding. Authors must disclose amy interests in two
places: 1. A summary declaration of interest statement in the title page file {if double anonymized) or
the manuscript file (if single anonymized). If there are no interests to declare then please state this:
'Declarations of interest: none'. 2. Detailed disclosures as part of a separate Declaration of [nterest
form, which forms part of the journal's official records. It is important for potential interests to be
declared in both places and that the information matches. More information.

Submission declaration and verification

Submission of an article implies that the work described has not been published previously (except in
the farm of an abstract, a publiched lecture or academic thesis, see 'Multiple, redundant or concurrent
publication” for more information), that it is not under consideration for publication elsewhere, that
its publication is approved by all authors and tacitly or explicitly by the responsible authorities where
the work was carried out, and that, if accepted, it will not be published elsewhere in the same form;, in
English or in any other language, including electronically without the written consent of the copyright-
holder. To verify compliance, your article may be checked by Crossref Similarity Check and other
orginality or duplicate checking software.
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Submission declaration and wverification

Submission of an article implies that the work described has not been published previously (except
in the form of a conference abstract or as part of a published lecture or thesis for an academic
gualification), that it is not under consideration for publication elsewhere, that its publication is
approved by all authors and tacitly or explicitly by the responsible authorities where the work was
carried out, and that, if accepted, it will not be published elsewhere in the same form, in English or
in any ather language, including electronically without the written consent of the copyright-halder. To
verify originality, your article may be checked by the originality detection software iThenticate, See
also https:/fwww.elsevier.com/editors/plagdetect.

Use of inclusive language

Inclusive language acknowledges diversity, conveys respect to all people, is sensitive to differences,
and promotes equal opportunities. Content should make no assumptions about the beliefs or
commitments of any reader; contain nothing which might imply that one individual is superior to
another on the grounds of age, gender, race, ethnicity, culture, sexual orientation, disability or haalth
condition; and use inclusive language throughout. Authors should ensure that writing is free from bias,
stereotypes, slang, reference to dominant culture and/or cultural assumptions. We advise to seek
gender neutrality by using plural nouns ("cliniclans, patients/clients") as default/wherever possible
to avold using "he, she," or "hefshe.” We recommend avoiding the use of descriptors that refer
to personal attributes such as age, gender, race, ethnicity, culture, sexual orientation, disability or
health condition unless they are relevant and valid. When coding terminoclogy is used, we recommend
to avoid offensive or exclusionary terms such as "master”, "slave"”, "blacklist" and "whitelist". We
suggest using alternatives that are more appropriate and (self-) explanatory such as “primary”,
"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.

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
bafore 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 correspending author: (a) the reason
for the change in author list and (b) written confirmation (e-mail, letter) from all authars 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 Editar, 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 manuscrpt before the submission is complete. Please note that
your manuscript will be independently reviewed by the new jourmnal. More information.

Copyright

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

For gold open access articles: Upon acceptance of an article, authors will be asked to complete a
'License Agreement' (more infarmation). 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
infarmation.

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 articles; and in the decision to
submit it for publication. If the funding source(s) had no such involverment then this should be stated.
Please see https://www.elsevier.com/funding.

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

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 whao 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.

Submission

Submission to this joumnal occurs online and you will be guided step by step
through the creation and uploading of wyour files. Please submit your article wia
https:/fwww.editorialmanager.com/ssm,default.aspx. The system automatically converts source files
to a single PDF file of the article, which is used in the peer-review process. Please note that even
though manuscript source files are converted to PDF files at submission for the review process,
these source files are needed for further processing after acceptance. All correspondence, including
notification of the Editor's decision and requests for revision, takes place by a-mail.

Reviewers

Please provide the names and email addresses of 3 potential reviewers and state the reason for each
suggestion. Colleagues within the same institution and co-authors within the last 5 years should not
be included in the suggestions. Note that the editor retains the sole right to decide whether or not
the suggested reviewers are used.

Additional information
Please note author information is entered into the enline editerial system (EM) during submission and
must not be included in the manuscript itself.

Social Sclence & Medicine does not normally list more than six authors to a paper, and special

justification must be provided for doing so. Further infermation on criteria for authorship can be found
in Social Science & Medicine, 2007, 64(1), 1-4.
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Authors should approach the Editors in Chief if they wish to submit companion articles.
Information about our peer-review policy can be found here .

Please note that we may suggest accepted papers for legal review if it is deemed necessary.

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 Canter.

NEW SUBMISSIONS

Submission to this journal proceeds totally online and you will be guided stepwise through the creation
and upleading 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 decument, in any format or lay-
out 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 farmat as long as the style is consistent. Where applicable, author{s) name(s), journal title/
book title, chapter titlefarticle 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

The journal operates a double blind peer review policy. For guidelines an how to prepare your paper
to meet these criteria please see the attached guidelines. The journal requires that your manuscript
is submitted with double spacing applied. There are no other 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 inte clearly defined sections.

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 two independent expert reviewears to assess the scientific guality of the paper. The Editor
is responsible for the final decision regarding acceptance or rejection of articles. The Editor's decision
i 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:

Titie 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.
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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.

REVISED SUBMISSIONS

Use of word processing solftware

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.

Essential cover page information
The Cowver Page should enly include the following information:

e Title. Concise and informative. Titles are often used in information-retrieval systems. Avoid
abbreviations and formulae where possible and make clear the article’s aim and health relevance.

¢ Author names and affiliations in the correct order. Where the family name may be ambiguous
(e.q., a double name), please indicate this clearly. Present the authors' affiliation addresses (where
the actual work was done) below the names. Indicate all affiliations with a lower-case superscript
letter immediately after the author's name and in front of the appropriate address. Provide the full
postal address of each affiliation, induding 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. Ensure that telephone and fax numbers (with country
and area code) are provided in addition to the e-mail address and the complete postal
address. Contact details must be 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.

Text

In the main body of the submitted manuscript this order should be followed: abstract, main
text, references, appendix, figure captions, tables and figures. Author details, keywords and
acknowladgements are entered separately during the online submission process, as is the abstract,
though this is to be incduded in the manuscript as well. During submission authors are asked to provide
a word count; this is to include ALL text, including that in tables, figures, references etc.

Title

Please consider the title very carefully, as these are often used in information-retrieval systems.
Please use a concise and informative title {avoiding abbreviations where possible). Make sure that
the health or healthcare focus is clear.

Highlights

Highlights are optional yet highly encouraged for this journal, as they 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

An abstract of up to 300 words must be included in the submitted manuscript. An abstract is often
presented separately from the article, so it must be able to stand alone. It should state briefly and
clearly the purpose and setting of the research, the principal findings and major conclusions, and
the paper's contribution to knowledge. For empirical papers the country/countries/locations of the
study should be dearly stated, as should the methods and nature of the sample, the dates, and a
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summary of the findings/conclusion. Please note that excessive statistical details should be avoided,
abbreviations/acronyms used only if essential or firmly established, and that the abstract should not
be structured into subsections. Any references cited in the abstract must be given in full at the end
of the abstract.

Keywords

Up to 8 keywords are entered separately into the online editorial system during submission, and
should accurately reflect the content of the article. Again abbreviations/acronyms should be used only
if essential or firmly established. For empirical papers the country/countriesflocations of the research
should be included. The keywords will be used for indexing purposes.

Methods

Authors of empirical papers are expected to provide full details of the research methods used, including
study location(s), sampling procedures, the date(s) when data were collected, research instruments,
and technigues of data analysis. Specific guidance on the reporting of qualitative studies are provided
here.

Systematic reviews and meta-analyses must be reported according to PRISMA guidelines.

Footnotes
There should be no footnotes or endnotes in the manuscript.

Artwork

Electronic artwork

General points

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

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

+« Mumber 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.

+ For Word submissions only, you may still provide figures and their captions, and tables within a
single 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

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,
halftanes, 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 minimurm 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.
+ 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) regardless of whether or not these illustrations
are reproduced in color in the printed version. For color reproduction in print, you will receive
information regarding the costs from Elsevier after receipt of your accepted article. Flease
indicate your preference for color: in print or online only. Further information on the preparation of
electronic artwork.
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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 themsalves to a minimum but
explain all symbaols and abbreviations used.

Tables

Please submit tables as aditable text and not ac images. Tables can be placed either next to tha
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 at the end of the abstract. Unpublished results
and personal communications are not recommended in the reference list, but may be mentioned in tha
text. If these references are included in the reference list they should follow the standard reference
style of the journal (see below) 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 infermation, if known {DOI, author names, dates, reference to a source publication, ete.),
should also be given. Web references can be listed separately (e.q., after the reference list) under a
different heading if desired, ar can be included in the reference list.

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 reéferences

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 DOL should also be provided.

References in special iszue articles, commentaries and responses o commentaras
Please ensure that the words 'this issue’ are added to any references in the reference list (and any
citations in the text) to other articles which are referred to in the same issue.

Reference management software

Maost 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
sktyles, such as Mendeley. Using dtation plug-ins from these praducts, 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.

The current Social Science & Medicine EndMaote file can be directly accessed by clicking here.

Reference formatting

There are no strict requirements on reference formatting at submission. References can be in any
style or farmat as long as tha 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
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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 te correct. If you do wish to format the references
yourself they should be arranged according to the following examples:

Reference style

Text: All citations in the text should refer to:

1. Single author: the author's name (without initials, unless there i ambiguity) and the year of
publication;

2. Two authors: both authors' names and the year of publication;

3. Three aor more authors: first author's name followed by "et al.' and the year of publication.
Citations may be made directly {or parenthetically). Groups of references can be listed either first
alphabetically, then chronologically, or vice versa.

Examples: 'as demonstrated (Allan, 2000a, 2000b, 1999; Allan and lones, 199%9).. Or, as
demonstrated (Jones, 1999; Allan, 2000)... Kramer et al. (2010) have recently shown ..

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.

Exampies:

Reference to a journal publication:

Van der Geer, )., Hanraads, J.A.),, Lupton, R.A., 2010. The art of writing a scientific article. J. Sci.
Commun. 163, 51-59. https://dol.org/10.1016/1.5¢.2010.0037 2.

Reference to a journal publication with an article number:

Van der Geer, 1., Hanraads, J.A.)., Lupton, R.A., 2018. The art of writing a scientific article. Heliyon.
19, eD0205. https://doi.org/10.1016/]. heliyon.2018.e00205.

Reference to a book:

Strunk Ir., W., White, E.B., 2000. The Elements of Style, fourth ed. Longman, New York.

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: Jones, B.S.,
Smith , R.2. (Eds.), Introduction to the Electronic Age. E-Publishing Inc., New York, pp. 281-304.
Reference to a website:

Cancer Research UK, 1975. Cancer statistics reports for the UK. http://www.cancerresearchuk.org/
aboutcancer/statistics/cancerstatsreport/ (accessed 13 March 2003).

Reference o a dataset:

[dataset] Oguro, M., Imahiro, 5., Saito, 5., Nakashizuka, T., 2015. Mortality data for Japanese oak
wilt disease and surrounding forest compositions. Mendeley Data, v1. https://doi.org/10.17632/
*wi9Bnb39r1.

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, 5., Painter, 5., lafarov, E., & Molins, 5.,
2020. Advanced Terrestrial Simulator (ATS) v0.88 (Version 0.88). Zenodo. https://doi.org/10.5281/
zenodo. 3727209,

Preprints

It is journal policy not to consider submissions which have been made available via a preprint server
or as working papers prior to submission. Once a final decision has been made on a submission,
authors are free to share their preprints as they wish. For more information on sharing your article,
please see Elsevier?s sharing policy.

Video data

Elsevier accepts video material and animation sequences to support and enhance your scientific
resaarch. Authors who have video or animation files that they wish to submit with their article may
do so during online submission. Where relevant, authors are strongly encouraged to include a video
<till 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. These will
be used instead of standard icons and will personalize the link to your video data. 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 files in one of
our recommended file formats with a maximum size of 10 MB. Video and animation files supplied
will be published online in the electronic version of your article in Elsevier Web products, including
ScienceDirect: http://www.sciencedirect.com. For more detailed instructions please visit our video
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instruction pages at https://www.elseviercom/artworkinstructions. Note: since video and animation
cannot be embedded in the print wersion 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.

Data visualization

Include interactive data wvisualizations in your publication and let your readers interact and engage
more closely with your research. Follow the instructions here to find out about available data
visualization options and how to include them with your article.

Supplementary data

Elsevier accepts electronic supplementary material to support and enhance your research.
Supplementary files offer the author additional possibilities to publish supporting applications,
accompanying videos describing the research, more detailed tables, background datasets, sound
clips and more. Supplementary files supplied will be published online alongside the electranic version
of your article in Elsevier Web products, including ScienceDirect: hitp://www.sciencedirect.com. In
order to ensure that your submitted material is directly usable, please provide the data in one of our
recommended file formats. Authors should submit the material in electronic format together with the
article and supply a concise and descriptive caption for each file. For more detailed instructions pleasea
visit our artwork instruction pages at https: //www.elsevier.com/artworkinstructions.

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 them a better understanding
of the research described.

There are different ways to link your datasets to your article. When available, you can directly link
your dataset to your article by providing the relevant information in the submission system. For mora
Iinfarmation, visit the database linking page.

For supported data repositories a repository banner will automatically appear next to your published
article on ScienceDirect.

In addition, you can link to relevant data or entities through identifiers within the text of your
manuscript, using the following format: Database: xxxx (e.g., TAIR: AT1G01020; CCDC: 734053;
PDB: 1XFN).

Data statement

To foster transparency, we require you to state the awvailability of your data in your submission if
your data is unavailable to access or unsuitable to post. This may also be a requirement of your
funding body or institution. You will have the opportunity to provide a data statement during the
submission process. The statement will appear with your published article on ScienceDirect. For mora
Iinfarmation, visit the Data Statement page..

AFTER ACCEPTANCE

Online proof correction

To ensure a fast publication process of the article, we kindly ask authors to provide us with their proof
corrections within two days. Corresponding authors will receive an e-mail with a link te our online
proofing system, allowing annotation and correction of proofs online. The environment is similar to
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MS Word: in addition to editing text, you can also comment on figures/tables and answer questicns
from the Copy Editor. Web-based proofing provides a faster and less error-prone process by allowing
you to directly type your corrections, eliminating the potential introeduction of errors.

If preferred, you can still choose to annotate and upload your edits on the PDF version. All instructicns
for proafing will be given in the e-mail we send to authors, including alternative methods to the online
wersion and POF

We will do everything possible to get your article published quickly and accurately. Please use this
proof only for checking the typesetting, editing, completenass and correctness of the text, tables and
figures. Significant changes to the article as accepted for publication will only be eonsidered at this
stage with permission from the Editor It is important to ensure that all corrections are sent back
to us in one communication. Please chack carefully before replying, as inclusion of any subsequent
corrections cannot be guaranteed. Proofreading is solely your responsibility.

Offprints

The corresponding author will, at no cost, receive a customized Share Link providing 50 days free
access to the final published version of the article on ScienceDirect. The Share Link can be used for
sharing the article via any communication channel, including email and social media. For an extra
charge, paper offprints can be ordered via the offprint order form which is sent once the article is
accepted for publication. Both corresponding and co-authors may order offprints at any time via
Elsavier's Author Services, Corresponding authars who have published their article gold open access
do not receive a Share Link as their final published version of the article is available open access on
ScienceDirect and can be shared through the article DOI link.

AUTHOR INQUIRIES

Visit the Elsevier Support Center to find the answers you need. Here you will find everything from
Frequently Asked Questions to ways to get in touch.

You can also check the status of your submitted article or find out when your accepted article will
be published.

€ Copyright 2018 Elsevier | https://www.elsevier.com
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Appendix seven — letter sent to organisations asking to recruit study on social media
platforms

Sitasty

UNIVERSITY

th Walé ctorsl Programimy cal Psychology PRIFYSGOL

To whom this may concern,

My name is Kathryn Thomson and | am a Trainee Clinical Psychologist who is undertaking a
Doctorate in Clinical Psychology at Cardiff University. As part of this qualification, | am
conducting a research study regarding the psychological impact for people with
Hidradenitis Suppurativa (HS) and their romantic partners. The study is being supervised
by Professor Andrew Thompson (Clinical Psychologist and Director of the South Wales
Doctoral Programme in Clinical Psychology) and Dr John Ingram (Consultant
Dermatologist, Cardiff and Vale Dermatology Department).

The study involves separately interviewing people with HS and their romantic partners
about their experience of the condition, accessing healthcare, romantic intimacy and pain.
These experiences during flares in the condition will also be explored. Each interview will
last up to an hour and it is anticipated that they will take place via the videoconferencing
platform Teams. The purpose of the study is to better understand the psychological needs
of people with HS and their romantic partners. It is hoped that this information will help to
inform improved psychological support for people with HS.

| was wondering if you would please share this study on your website and social media
platforms to help recruit participants? We are looking to recruit 6 romantic couples, so 12
participants in total are required. | have included a recruitment poster, participant
information form and participant consent form for your information.

If you have any questions about the study, please feel free to contact me at
thomsonkS@cardiff.ac.uk. Alternatively, you czn speak to one of the research supervisors.
Professor Andrew Thompson can be contacted at thompsonal8@cardiff.ac.uk and Dr John
Ingram can be contacted at IngramJR@cardiff.ac.uk.

Yours sincerely,
Kathryn Thomson



Appendix eight — study recruitment poster

(CARDIFF

UNIVERSITY

PRIFYSGOI

CAERDY( We are carrying out a study exploring the experience of HS for people with the
condition and their romantic partners. We are currently seeking volunteers to

participate in this study.

Who can take part?

Couples in a romantic relationship where only one
member has HS are invited to take part. You are eligible
to take part in this study if: your partner is also willing
to participate, you are both over the age of 18 and both
speak English.

What are we asking you to do?

The study would involve interviewing you and your
romantic partner separately about the psychological
impact HS has had on you. These interviews should not
last longer than 60 minutes each and will be held over a
videoconferencing platform such as Teams.

This study is being undertaken as part of a Doctorate in
Clinical Psychology at Cardiff University. It is hoped that
the study will provide a better understanding of the
psychological needs for people with HS and their
romantic partners.

If you are interested in participating or have any
questions about the study, please contact the lead
researcher, Kathryn Thomson (Trainee Clinical
Psychologist) at thomsonk5@cardiff.ac.uk
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Appendix nine — participant information sheet

CARDIFF

UNIVERSITY

PRIFYSGOL

CARDY®

Participant Information Sheet

Study Title:
The experience of living with Hidradenitis Suppurativa (HS) for affected individuals and their
partners: An interpretative phenomenological analysis

You are invited to take part in the above research study. Please read this information sheet
to help you make an informed choice about whether you would like to participate or not.

What is the study about?

The study is regarding the experience of being in a romantic relationship where one of the
partners has HS. The study will explore the experience of HS and its flares on pain and
sexual intimacy. The experience of accessing healthcare, including psychological support,
will also be explored.

To the best of the researcher’s knowledge, this will be the first qualitative study done with
couples regarding HS.

Who is involved in this study?

This study is being conducted by Kathryn Thomson (Trainee Clinical Psychologist) who is
completing a Doctorate in Clinical Psychology at Cardiff University. The supervisors for this
study are Professor Andrew Thompson (Clinical Psychologist and Clinical Psychology
Programme Director, Cardiff University) and Dr John Ingram (Clinical Reader and Consultant
Dermatologist, Cardiff University).

Who can take part?

Couples in a romantic relationship where only one member has HS are invited to take part.
To be eligible to take part in this study, your partner would also need to be willing to
participate. This study is only open to participants over the age of 18. It is a requirement
that both members of the couple can speak English.

What are we asking you to do?

The study would involve interviewing you and your romantic partner separately about the
psychological impact HS has had on you. These interviews should not last longer than 60
minutes each and will be held over a videoconferencing platform such as Zoom or Teams.
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What will happen with my data?

The interviews will be audio recorded and then transcribed by a transcriber employed by
Cardiff University. The transcript from each interview will be produced in approximately 14
days after the interview has taken place. All information will be anonymised prior to being
analysed. All participant identifiable information collected from the interviews will be
changed to protect anonymity and saved in a password protected document.

All data collected will be saved electronically for 7 years before being destroyed.

We will seek your consent to use anonymised excerpts from the interview transcript in
presentations and in academic publications.

Do | have to take part?

No. Participation in this study is completely voluntary and choosing to take part or not will
not impact the healthcare that you receive. If you chose to take part, you can withdraw at
any point prior to the research being analysed.

Are there any benefits of taking part?

By taking part in the study, you would be contributing to our existing knowledge of HS. It is
hoped that information gained from the study can be disseminated to other healthcare
professionals so that existing support for people with HS and their partners is improved.

Are there any risks associated with taking part?

There is a possibility that you may feel upset talking about your experience of HS. We will
give you information for support and psychological services after the interview should you
feel upset and want to discuss your feelings with someone.

All information collected in the study will be anonymised, however, there is a possibility that
your partner may identify what you say.

How can | make a complaint?

If you have any concerns or wish to make a complaint regarding this study, you can contact
the lead researcher Kathryn Thomson by emailing thomsonk5@cardiff.ac.uk. Otherwise, you
can contact the other researchers involved in this study to raise your concerns. Professor
Andrew Thompson (Clinical Psychologist and Clinical Psychology Programme Director,
Cardiff University) can be contacted via email on thompsonal8@cardiff.ac.uk and Dr John
Ingram (Clinical Reader and Consultant Dermatologist, Cardiff University) can be contacted
on IngramJR@cardiff.ac.uk.

If you have contacted the researchers regarding your complaint and feel that the response
received has not been satisfactory, you can escalate this by contacting the School of
Psychology Research Ethics Committee on psychethics@cardiff.ac.uk.

If you have any questions about the study or are interested in taking part: please contact
Kathryn Thomson on thomsonk5@cardiff.ac.uk
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Appendix ten — participant consent form

CARDIFF

UNIVERSITY

PRIFYSGOL
(CARDYD
HS Study Consent Form
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Please read the following statements to ensure that you understand all the information given

before taking part in this study.

Please tick or delete the following:

| have read the participant information sheet and understand what is involved in
participating in the study

| have been given the opportunity to ask questions about this study

| understand that my participation in this study is completely voluntary. |
understand that | can withdraw from the study without giving an explanation and
without any consequences. | understand that | can withdraw at any time before
the interview transcript has been analysed and written up. In addition, should | not
wish to answer any particular question or questions, | am free to decline.

| understand that my participation in this study will have no impact on my/my
partner’s (*delete as appropriate) health care

| understand that my responses will be confidential and therefore | will not be
identifiable in the report or reports that result from this study

| understand that the interview will be digitally recorded and transcribed by a
transcriber employed by Cardiff University. A transcript from the interview will be
produced approximately 14 days after the interview.

| understand and agree that my words may be quoted in publications, reports, web
pages, and other research outputs. | understand that | will not be named in these
outputs unless | specifically request this.

| understand and agree that other authorised researchers may use my data in
publications, reports, web pages, and other research outputs, only if they agree to
preserve the confidentiality of the information as requested in this form.

| agree for the data collected from me to be stored anonymously and potentially
used in future research.

| agree to assign the copyright | hold in any materials generated as part of this
project to Cardiff University




| give my consent to take part in this study
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Name of Participant:

Signature

Name of Researcher:

Date:

Signature

Date:




Appendix eleven — demographic details, information on HS and DLOI scores of participants
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Participant with  Age range  Marital Sexuality Ethnicity Country of Age of HS Severity of DLOQI score (effect on
HS/ without HS  of couple status residence onset HS quality of life)
Patient with HS 26-40 Co- Heterosexual —Caucasian United Kingdom “Mid-teens” Severe 22 (extremely large effect)
habiting relationship (Hurley
stage 3)
Patient with HS 41-55 Married Heterosexual Caucasian United States 17 Severe 24 (extremely large effect)
relationship (Hurley
stage 3)
Patient with HS 41-55 Married Heterosexual Caucasian United States 14 Moderate 26 (extremely large effect)
relationship (Hurley

stage 2)



Patient with HS

Patient with HS

Patient with HS

Partner without

HS

Partner without

HS

Partner without

HS

Partner without

HS

41-55

26-40

26-40

26-40

41-55

26-40

26-40

Married

Married

Married

Co-

habiting

Married

Married

Married

Heterosexual

relationship

Heterosexual

relationship

Same-sex

relationship

Heterosexual
relationship
Heterosexual
relationship
Heterosexual
relationship
Same-sex

relationship

Latino

Caucasian

Caucasian

Caucasian

Caucasian

Indian

Caucasian

United States

United States

United Kingdom

United Kingdom

United States

United States

United Kingdom

Unknown

16

Unknown

N/A

N/A

N/A

N/A

Severe
(Hurley
stage 3)
Mild
(Hurley
stage 1)
Moderate
(Hurley
stage 2)

N/A

N/A

N/A

N/A

23 (extremely large effect)

11 (very large effect)

22 (extremely large effect)

N/A

N/A

N/A

N/A
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Partner without 41-55 Married Heterosexual Mexican United States N/A N/A N/A
HS relationship
Partner without 41-55 Married Heterosexual Caucasian United States N/A N/A N/A

HS relationship




130

Appendix twelve — full interview schedule with prompts

Questions for

participants with HS

Prompts

1. What is living with HS
like for you?

2. How, if at all have
things changed over
time?

3. Can you tell me about
how HS effects your
relationship?

4. In relation to HS, what
has your experience of
accessing services been
like?

a. Prompt: Please can you describe to me your experience of when your
HS flares up. What is it like for you?

b. Prompt: Can you tell me a little more about the physical effects? Please
tell me about your experience of pain and other symptoms during a flare-

up.

c. Prompt: Can you tell me a little more about the emotional effects?

a. Prompt: Has it always been like it is at the present time?

b. Prompt: What was it like at the start?

a. Prompt: How has it influenced how you act and feel in your present
relationship?

b. Prompt: Can you tell me how it effects intimacy or closeness (explore
mood, thoughts, physical aspects of HS)?

c. Prompt: How does HS affect your sexual relationship?

d. Prompt: How do flare-up’s up effect this aspect of your life?

a. Prompt: What services/NHS/private/websites etc have you used?

b. Prompt: How have the areas we discussed above been supported?

Questions for

participants without HS

1. In relation to HS, what
is your experience of
being in a relationship
with (insert name of
partner)?

a. Prompt: Please can you describe to me your experience of when your
partner’s HS flares up. What is it like for you? ...and for both of you?

b. Prompt: Can you tell me a little more about physical intimacy?
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c. Please tell me about your experience of their pain during a flare-up.

d. Prompts: Can you tell me a little more about the emotional effects?

2. In relation to HS, how
if at all have things
changed over time?

3. Can you tell me about  a. Prompt: How has it influenced how you act and feel in your

how HS effects your relationship?

relationship?
b. Prompt: Can you tell me how it effects intimacy or closeness (explore
mood, thoughts, physical aspects of HS)?

c. Prompt: Can you tell me about your sexual relationship and how HS
effects this (explore mood, thoughts, physical aspects of HS)?

d. Prompt: How do flare-up’s up effect this aspect of your life?

4. What has your a. Prompt: What services/NHS/private/websites etc have they used?
experience of your
partner accessing b. Prompt: How have the areas we discussed above been supported?

services been?
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Appendix Thirteen - Participant Debrief Sheet

CARDIFF

UNIVERSITY

PRIFYSGOL

CARDY®

HS Study Debrief Sheet

Thank you for your contributions to this study. It is hoped that the information collected
from the interviews can be used to identify the needs of people with HS and their romantic
partners so that a better understanding of psychological needs support can be identified. It
is hoped that from this, better psychological provision for people with HS and their romantic
partners can be put in place.

Sometimes people may feel upset after they have shared their personal experiences. If this
has happened to you, we recommend that you discuss this with you GP. You may also find
the following organisations helpful:

e Samaritans
o Afree listening service run by trained volunteers. This service operates 24/7. You
can access support from the Samaritans by calling 116 123. For more
information, please visit their website: www.samaritans.org

e The Hidradenitis Support Trust
o Provides information and support to people with HS, their family and friends. For
more information, please visit their website: www.hstrust.org



http://www.samaritans.org/
http://www.hstrust.org/

Appendix fourteen — proof of ethical approval from Cardiff Ethics Committee

Ethics Feedback - EC.21.04.20.6336RA
psychethics <psychethics@cardiff.ac.uk>

Thu 10/06/2021 14:59

To: Kathryn Thomson <ThomsonK5@cardiff.ac.uk>

Cc: Andrew Thompson <ThompsonAl8@cardiffacuk>
Dear Kathryn,

The Ethics Committee has considered your revised and amended PG project proposal: The experience of living
with Hidradenitis Suppurativa (HS) for affected individuals and their partners: An interpretative
phenomenological analysis (EC.21.04.20.6336RA).

The project has been approved on the condition that researchers take note of and complete the following:

1. The Committee noted that it very much pleased them to see researchers pro-actively seeking out
expert help for terminology for more sensitive participant-facing documents and also for a very
therough review of our comments.,

2. In relation to interview transcription, as the transcripts are no longer required once transcribed,
researchers should also state on the information sheet (what will happen to my data, p16) that

‘following transcription, the audio recording will be deleted’ and this should also be amended on the
consent form.

3. On the information sheet, full SREC contact details should be listed {address, phone number). The
debrief for should also have a complaint/issues contact section, mirroring the information sheet,

4. The Committee does not need to see these revised documents as the project has now been approved.
Please note that if any changes are made to the above project then you must notify the Ethics Committee.
Best wishes,

Best wishes,
Adam Hammond

I | I This maibor & monitered by members of the
(NRIW

Education Team

£

Adarm Hammend

School of Psychology Research Ethics Committee

Cardiff University Prifysgol Caerdydd
Tower Building Adeilad y Twr

70 Park Place 70 Plas y Parc
Cardiff Caerdydd

CF10 3AT CF10 3AT
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Tel: +44{0)2% 208 T0360 Ffan: +44[0125 208 70360
Email: psychethics@cardiff.ac.uk E-bost: peychethicsi@caerdydd.ac.uk
hitp:/ S peyveh, of s ukfaboutusfethics. hitml

Please note that | do not expect a response to this email outside of your normal working hours
Nid wyf yn disgwyl ymateb i'r ebost hwn y tu allan 'ch orlau gwaith arferal
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Appendix fifteen — proof of amendments granted from ethical committee

Ethics Feedback - EC.21.04.20.6336RA2

psychethics <psychethics@cardiff.ac.uk>
Thu 12/08/2021 11:30

To: Kathryn Thomson <ThomsonKS@cardiff.ac.uk >
Cc: Andrew Thompson <ThompsonA18@cardiff acuks

Dear Kathryn,

The Ethics Committee has considered the amendment to your PG project proposal: The experience of living
with Hidradenitis Suppurativa (HS) for affected individuals and their partners: An interpretative
phenomenological analysis. (EC.21.04.20.6336RA2).

The amendment has been approved.

Please note that if any changes are made to the above project then you must notify the Ethics Committee.

Best Wishes,
Sean
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Appendix sixteen — Confidentiality form for transcriber

(ARDIFF

UNIVERSITY

PRIFYSGOL

(AFRDY[Y

Transcribing Confidentiality Form & Guidance Notes

Title of Project:
The experience of living with Hidradenitis Suppurativa (HS) for affected individuals and their
partners: An interpretative phenomenological analysis

Researcher’s name: Kathryn Thomson

The recording you are transcribing has been collected as part of a research project.
Recordings may contain information of a sensitive nature, which must be kept confidential
and not disclosed to others.

Please read the following statements. The researcher is only able to work with transcriber(s)
who understand and agree to the following items below.

Please tick or delete the following items:
1. 1 will discuss the content of the recording only with the individual
involved in the research project

2. If transcribing digital recordings — | will only accept files provided on an
encrypted memory stick or via secure digital transfer method

3. I will keep any encrypted memory stick supplied in a secure place when
not in use

4. When transcribing a recording | will ensure it cannot be heard by
others

5. I will treat the transcription of the recording as confidential information

6. If the person being interviewed on the recordings is known to me | will
undertake no further transcription work on the recording

7. If I become upsetting when listening to the audio recording, | will stop
the transcription and raise this with the researcher as soon as possible
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Name of Transcriber:

Signature Date:
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Appendix seventeen — ethical issues of the study and how this was managed

A number of ethical issues can be associated with conducting indepth interviews on
sensitive topics (Thompson & Russo, 2004). This study sought to minimise the risk of
distress to participant by following general quidelines on conducting qualitative interviewing
as laid down by Thompson and Chambers (2012). As per the guidance set out by Thompson
and Chambers (2012) it is imporant to be mindful of issues such as participants becoming
distressed, power imbalances and discusses ethical issues in supervision as they arise. As the
author is a trainee clinical psychologist, they have experience of exploring sensitive topics
with patients, supporting people in distress and have received training in basic counselling
skills such as being empathic, reflecting and summarising what the participant has shared.
Participants were informed and multiple time points that the Dictaphone can be turned off
and the interview stopped, including during instancies where emotive topics were being
discussed. To address power imbalances, the author reminded the participants that they did
not need to answer any question they did not wish to, informed them that they can ask the
reasons why any particular quesitons are being asked and were asked at the end of the
interview if they would like a summary of the findings (i.e. the preface) once the findings

from the study were written up.

Moreover, further ethical issues may also arise when interviewing couples,
particularly when they are interviewed separately. This study drew on the advice provided by
Forbat and Henderson (2003) when designing the study. Interviewing couples raises a
number of specific ethical issues such as partners having different reasons and expectations
for participating, the interview with the second partner being influenced by what was
discussed by the first partner, maintaining confidentiality between partners during interview
and partners recognisising each others words once results are disseminated (Forbat &

Henderson, 2003). In all but one dyad, couples were interviewed on the same day, straight
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after the other had been interviewed. This helped prevent the author being influenced by the
initial partner’s response when interviewing the second person in the relationship. For the
other dyad, they were interviewed a week apart. All transcripts were analysed separately, then
themes from the participants with HS were collectively analysed, and then the themes from
the partners before all data was analysed together. By not analysing the information from
each couple together, the chances of a person in a relationship recognising their partner’s
words were reduced. Furthermore, the author purposefully inserted the table with
demographic information and DLQI scores in the appendices, rather than the main body of
the thesis, to protect the confidentiality of the participants and reduce the likelihood of

participants recognising their partners’ words.



Appendix eighteen — example of free-coding

Y/
s and to be honest I thought it was normal, they weren’t much

50 I didn’t get diagnosed for a while *cause I just thought

b
jal. And then I actually saw the condition on ‘Embarrassing

» my skm, you know, he said it looked exactly like what was sonke.

nohes

,. logxst and that’s how I sort of got diagnosed. But ! WNM’( X

A
abscesses and things were very normalised for me. 0‘1’07-536

really started effecting sort of my daily activities. It
= a Shoch?
why I went off and got medical help and that was

ﬂlatpomll was at Stage 2. I’ve now progressed onto

i beglnmng was, it was a lot lesser obviously
£ PR Lad btfee?
asbad,xtweren’tasdeepmtheskmandthey

’rms of my background I don’t have a medical

ent kinds of stages mean? 5‘!\0_ W, o>

Lo
singular abscess, anywhere on your body. A S'NJ'F :
little bit more in the same areas like clusters.

ct underneath in sinus tracks and

manent basically. Sort of where one
NG 0§(A€ ?
sort of starts to feel better it will
——”"_—-‘
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Appendix nineteen — example of a line-by-line coding

Q@fﬂ’ OECO‘NM‘
—Seops in 6 differenk
ERPAGES|X N

SR tRANSCRIPTION SERVICES

Igﬁghehme@orn.lmmlywmm:hzy
boy is?

No, | don't think I... is it an armchair that you can lay back in?

Well, no, yeah, | mean it's more comfortable, | guess it's this like h’\‘{w .
————————————— P ‘
everything here in America you know it's extra large and puffy and ‘mm 5
325 ) stuff so | love it, it's rather comfortable, | really even feel better on Capse \* 5

-1 [a) % e it than | would in the bed or anything but, you know, 5o that's {nmskm
A bed poin definitely a direct connection to that. And it also has definitely at m/&;ﬂl‘(’-
- Stn ﬁ&h Aoty this point eliminated any intimacy because again it's just yukky, its _ HS ‘M
< 2/9 W w just, you know, even the mechanics, there's no way because a’&'h‘lﬁ 0
0\%—\330 amd  theres aways HS creating a mess constant so you can' expect SOgovxcon’

E b
Wb 30* Mo WM anybody to touch that or whatever because all the lesions are ’Lw?ragr@dbl

ﬂ %wmm there are in those areas as well. So for us that's not part of the oS *‘*QS\MM

333 (3\ ,' w@s: deal anymore, we're both | guess okay with that and, you know, A
¥ tN\ /lg vlrwmatsincemeplagueweamMMQﬁmhanesom :
spend the days together and we're happy with, every night we sit ¢
M—g—_m—_gr_w_'l\l... | mean we continue with our lives very
w but that\is an element that has gone away bewm
not a way around it, there's no_wg!bdealwm::t

-
ol
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Appendix twenty — example of table with list of themes and subthemes

Themes and Quotes — Participant One

THEME (definition) and QUOTE (and line number)

subthemes (where

applicable)

COPING WITH HS Support with wound care management:

TOGETHER With his help, the plaster is put on properly and not uncomfortable (257)

(Couples working together | | don'tlike others helping me (180)

to manage the condition, Puts my dressings on me and helps me clean up my skin and stuff (179)

felt from reading the data Seeks support from partner when strugglimg (253). Struggle putting on plasters on
that the couple felt like 2 armgits on own (254}

team working together) He (partner) helps me, he plays nurse [{178)

Putting on dressings was awkward at first but helps, part of our relationship (251-252)

Partner wanting to help:
He says he likes it a5 not much else he can do (249 - 250)

Part of the relationship:
Putting on dressings was awkward at first but helps, part of our relationship (251-252)

Unable to articulate things partner does to help:
He does [help], | just don't know how to put it into words (247)

Warking together through any difficult emotions brought on by HS:
Talked about it since (223)

Providing reassurance:
Others may think it's weird, | feel calmed {239-240)
Going out into cramped places, it helps (241)

Finding solutions to symptoms brought on by HS:
Eventually we made it work (pain)(290-291)

SHARED STRUGGLES Emotional impocts of changes coused by HS:

[difficulties experienced by | We are both affected by HS and the change it causes (29%)
both members of the
relationship}ithe term Co-marbid conditions and their impact:
shared was used as both We both have BPD [268)

members of the couple are | Things get intense for us, very quickly [274)
having
difficulties){language may Partner fecling emotionally impacted when she is tough on herself:
reflect KT not wanting to Talking down to myself internally impacts him [(208)

blame the patient for the He doesn't like me berating myself [275)

other having difficulties)
Partner knows being hord on warsens her mentol-health:
Trigger a full BPD episode, full of self-hatred {277)

Would want to help him if it was the other way round:
If Iwere him, I'd do all | can to help him when upset {279)




Appendix twenty-one — process of creating global structure with themes and subthemes

List of global themes and subthemes transferred onto an Excel spreadsheet

File

H -

Home Insert

Page Layout Formulas Data Review

D IDJ Ruler v'| Formula Bar
Normal Page Break Page Custom [ Gridlines v Headings Zoom 100%
Preview Layout Views
Workbook Views Show Zoor
D13 . fr
A B

List of global themes and
1 |subthemes
2 Theme Subthemes
3 | Coping with HS together |Support with wound care management:
4 | Coping with HS together |Partner wanting to help
5 | Coping with HS together |Wound care - part of the relationship
& |Coping with HS together |Unable to articulate things partner does to help

Coping with HS together | Working together through any difficult emotions
7 brought on by HS
8 |Coping with HS together | Providing reassurance
9 |Coping with HS together |Finding solutions to symptoms brought on by HS
10 |Coping with HS together |Feeling useful, helping out more around the home
11 |Coping with HS together | Attuned to symptoms
12 |Coping with HS together |Providing reassurance

Coping with HS together |Building up trust - partner showing they aren't
13 disqusted by HS

Coping with HS together |Understanding - doesn't blame partner for having
14 condition
15 |Coping with HS together |Support attending services

Coping with HS together |Partner helping during flare, encourages self-care
16 and helps with chores
17 |Coping with HS together |Caregiving from partner — wound care

Coping with HS together |Recognition what partner has done for her with HS
18
19

Coping with HS together

HS has brought them closer together

ghéeti

Sheet? |

®
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All the of themes and subthemes were cut out to create a global structure
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Appendix twenty-two — process of refining themes and identifying superordinate and
subthemes

Initial list of superordinate and subthemes after creating a global structure

H ©-

File Home Insert Pagelayout Formulas Data Review

D I@ Ruler v| Formula Bar Q P

Normal Page Break Page Custom [ Gridlines [v Headings Zoom 100% Zoom to  Nev

Preview Layout Views Selection Winds
Workbook Views Show Zoom
K17 v e
A B C
1 |Refined themes and subthemes
2 |Theme Subtheme
3 |Invasive Treatments Surgery and recovery process
4 Does not get rid of symptoms
5 | Fear of symptoms worsening and requiring surgery
6 |Experience of Us healthcare funding Grateful for what the insurance covers
7| Barries to accessing care due to funds
8 |Good healthcare experiences during a flare Values care from dermatologist
9 | Accessing peer support or feeling it would be valuable
Lack of knowledge on HS and the physical and Lack of sensitivity: feels unheard, undermined or humiliated
10 |emotional consequences of it
11 | Difficulties with accessing correct information enline
12 | Needing to be knowledgeable on HS and assertive to get care needs met
13 | Unable to access the correct services or medication
14 | Frustrated and angry at the care received
15 | Emotions not explored during appointments
16 |Being intimate Too painful
17 Self-conscious of how HS smells and appears
18 | Partners understanding if cannot have sex
19 | Partners never make patient feels disgusting
20 |Closeness in the relationship Letting them see HS and dealing with it made them closer
21 | Finding ways to show closeness
22 | Witholding feelings from partner related to HS
23 | Feels partner show they care with caregiving
24 | Views of partner
25 |Experiences of pain Feeling hopeless and helpless about the condition
26 | Sense of unfairness
All-encompassing: impacts functioning and ability to focus on other
27 | things
28 | Unpredictable
29 | Caregiving and its difficulties
30 | Limitations of pain medication
31 | Making adaptations to cope with loses
32 |
33
V1 V2 | V3 | V4 V5| Linenumbersforthemes | @
Ready



Themes were collapsed into each other when refining the superordinate themes and

subthemes

H -

File Home Insert

Page Layout

Formulas Data

=

Ruler v| Formula Bar (

Normal Page Break Page Custom [/ Gidlines v Headings Zc

Preview Layout Views

Workbook Views

M13 -

A

Show

1 |Refined themes and subthemes

2 |Section: accessing healthcare during a flare
3 |Theme

Difficulties associated with accessing

4 healthcare during a flare

7
& |Good healthcare experiences during a flare
9

‘IO: Pain and intimacy in the relationship
Experiences of pain during a flare

16 |Being intimate

Subtheme
Invasive surgeries and recvery process

Lack of knowledge and sensitivity: feeling
unheard, undermined or humiliated
Implications of insurance cover

Needing to be knowledgeable on HS and
assertive to get care needs met

Values care from dermatologist
Importance of peer support

Feeling hopeless and helpless about the
condition

All-encompassing: impacts functioning,
ability to focus on other things and cannot be
relieved and

Unpredictable

Caregiving from partner

Making adaptations to cope with losses

Too painful

Self-conscious of how HS smells and appears

1
Partners understanding of the condition and
18 | implications for intimacy
Closeness in the relationship Feels caregiving and coping with HS together
19_ has brought them closer
20 | Finding ways to maintain closeness
Witheolding feelings from partner related to
21 | Hs
22 | Views of partner
23 |
24 |
as
V1| V2 | V3 | V4| V5 | Line numbers for th
Ready
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Themes were further collapsed into each other when refining the superordinate themes and
subthemes

Insert Page Layout Formulas

nlln
B b Cut Calibri 11 A A
S Copy ~

Paste TI

v ~ Format Painter

Clipboard T Font R
G15 - S
A B

1 |Refined themes and subthemes
2 |Section: accessing healthcare during a flare
3 |Theme Subtheme

Experiences related to Invasive surgeries and recovery process

accessing healthcare
4 | during a flare

Lack of knowledge and sensitivity: feeling unheard,
5 | undermined or humiliated
6 | Implications of insurance cover
MNeeding to be knowledgeable on HS and assertive to

7| get care needs met
8 | Values care from dermatologist

Pain and intimacy in the
9 |relationship

Pain iz all-encompassing  Impact on functionig and caregiving within the
10 | relationship
11 | Feeling hopeless and helpless about the condition
12 | Unpredictable
13 | Making adaptations to cope with losses

Closeness within the Caregiving as part of the relationship
14 |relationship
15 Witholding feelings from partner related to HS
16 | Self-disgust as a barrier to intimacy
17 |
18 |
19 |
20 |
21 |
22,
23 |
24 |
25
26 |
27

_28

| V1| V2 V3 V4 | V5| Linenumber

Ready
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Themes were collapsed into each other when refining the superordinate themes and
subthemes with interpretation added

H ©-

File Home Insert Page Layout

D I@ Ruler

Normal Page Break Page Custom [/ Gridlines
Preview Layout Views

Workbook Views

s

B26 - fr

A B
1 |Refined themes and subthemes
_|Section: accessing healthcare during a flare
3 |Theme Subtheme
Experiences related to  Invasive surgeries and recovery

accessing healthcare  process

4 |during a flare

Lack of knowledge and sensitivity:
feeling unheard, undermined ar

3 humiliated

i} Implications of insurance cover
Meeding to be knowledgeable on HS
and assertive to get care needs met

8 | Yaluing care from dermatologist
Pain and intimacy in

9 |the relationship

All-encompassing pain Impact on functionig and caregiving
10 | and dyadic coping within the relationship

Feeling hopeless and helpless about

1 | the condition
12 | Unpredictable

Making adaptations to cope with
13 | losses

The relationship as a protective factor

Impact of self-disgust, Self-disgust and intimacy

internal and external

15 |shame

16 | Internal shame and receiving care
17 External shame and avoidance

V1| V2 |V3 V4 V5| L

Ready
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Appendix twenty-three — examples of reflexivity

Reflections after liaising with HS Connect who agreed to advertise the study

Everyone seems so touched by the study and the organisation are really excited. They’ve
mentioned never seeing a study like it. | can’t help but feel like a fraud. HS is so important to
so many people, yet this study is part of my doctorate, helping me. | really want to do it well
and get it published for the HS community. | hadn’t heard of HS until recently but the
condition really does seem to be consuming. | remember when writing the LSRP proposal, a
paper identified it as being the most distressing dermatological condition, | can completely
see why from what I've read about it so far and speaking to the expert by experience.

Reflections in journal reqarding an interview with a partner

He really loves her. You can tell how much he thinks the world of her and just wants his wife
to be happy and comfortable. He really admires his wife and recognises how knowledgeable
she is on HS.

He used the word frustrating a lot, a wonder if that is because it is more socially accepted
than anger?

His wife has so much shame yet he seems so accepting and loving. | wonder what the
experience would be like for someone with HS whose partner isn’t like this.

Reflections in journal reqarding an interview with a patient

| feel quite tired doing the interview after driving from placement. Part of me hoped he
would cancel but when he said he was looking forward to the interview and it was
important for me to stay focussed as he was very generously giving me his time and words.

He seems really depressed and hopeless. HS really does seem to impact his whole life. | feel
quite sad from meeting him and hearing what his experiences are like. It was hard hearing
the he sleeps in the living room as his bed is too painful and he doesn’t want to disturb his
wife.

He seems to have better healthcare than other patients in the study so far. | wonder if that
is a reflection on how severe his symptoms are.

| wonder if the HS impacts the relationships with his daughter, he didn’t really mention that.

During the debrief, he spoke of finding some topics hard to discuss. | hope he didn’t feel
pressured to discuss information. | had told him at the start that he didn’t but I’'m conscious
of a perceived power imbalance. | wouldn’t ever want to upset anyone.
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Appendix twenty-four — audit checklist for quality control

Audit checklist for guality control

1) Isthere evidence of free-coding for every transcript?
Yes/Partially/No

2) Isthere evidence of line-by-line coding for every transcript?
Yes/Partially No

3) Isthere evidence of reflexivity?
Yes/Partially/No

4) Is there evidence of a systematic process where the themes have been refined and
redefined?
Yes/Partially/No

5) Has the data been coded consistently? (by looking at a random selection of excerpts from
transcripts and codes the quotes have been given)
Yes/Partially/No

6) Do the quotes adequately provide evidence for the superordinate and subthemes?
Yes/Partially/No
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Appendix twenty-five — further examples of guotes from themes

Theme

Subtheme

Example of gquote

Being unheard:
a frustrating
journey to
receiving care

Invasive procedures
and recovery process

Lack of knowledge
and sensitivity: feeling
unheard, undermined
and humiliated

Implications of
insurance cover

Needing to be
knowledgeable on HS
and assertive to get
care needs met

“Just under my arm she said probably, eventually, I'll need to have an operation but when you look at the
operation it’s quite horrific what they have to do so that’s always at the back of your mind as well” (patient)

“I've recently had a whole track removed in my armpit. The scarring is quite bad at the minute and
ironically I've now got abscesses on top of the scar. Which means they 're now going to have to be removed
so it’s more surgery’ (patient)

“You wouldn’t believe the lengths [ would have to go to to convince them I’'m not breastfeeding and it’s not
mastitis. Because I’'ve never had a child” (patient)

“Doctors are more than willing to go “oh are you an addict?” but they don’t actually listen to the pain that
you are in and understand why you are in pain” (partner)

29

“Some people just kind of recoil and like ‘oh that must be horrible’” (partner)

“They will fight on what they want to cover or not” (patient)

“I got very fortunate that my insurance changed a few months before” (patient)

“And there were about seven doctors that ran all excited wanting to pop the abscess. Just there’s nothing
about that that's okay. Nothing about that that’s okay. Thank God I’'m experienced enough and I'm strong
enough to stand up for myself” (patient)



Relational
burden and
dyadic coping

Valuing care from
dermatologist or care
team

Impact on functioning
and caregiving within
the relationship

Feeling hopeless and
helpless

Unpredictable

152

“The dermatologist is the only one that I will go to for anything related to HS because he’s the only one that
I don’t feel gross around” (patient)

“Her General Practitioner and a surgeon and a PA [Physician Associate] that really works with her good
and believes what she is saying” (partner)

“So it’s relieving and then it’s less of a mental burden of trying to keep everything together, keep track of
everything that’s going on and making sure we 're getting the best treatment possible” (partner)

XL

Sit on the couch, I'll look after you today, not a problem, do you need any bandages changing?”” That’s
fine” (partner)

“I wish I could take his pain away from him” (partner)

“But the pain is probably an 8 or 9 and there’s nothing really you can do for it” (patient)

“Nothing controls the pain very well, even though I see a pain specialist” (patient)

“I think that’s the real hard part of it is the understanding there is and to feel you can never feel happy”
(partner)

“My skin can change in a matter of two hours, I can have a flare up and a massive abscess that just wasn’t
there an hour or two ago” (patient)

“And he was angry and he was upset that we missed the concert but there was frustration...” (partner)

“We can’t really plan much of anything because, no, it could be.. 24 hours could be a total difference
between that morning and that night” (partner)



Making adaptations to
cope with losses

Anger and a sense of
unfairness

The relationship as a
protective factor

Guilt due to the
condition

153

“We tried for a while and it became something that was kind of frustrating because he wasn’t comfortable
and he couldn’t last very long so we kind of felt like we had wasted our money” (partner)

“Like “oh”, you know, like resting my hand on her thigh or something like that so it’s like suddenly I would
pull my hand back or I would move it in an awkward position that was very unnatural” (partner)

“So we’re all sitting together, because if I sit at the other...on the other chair, it feels like I'm distancing
myself and I don’t want that” (partner)

“Well, we are the best of friends” (patient)

“We talk all the time, we 're in the house together and we text, we chat, we Facetime so we 're very connected
and I’'m grateful for that” (partner)

“We do a lot more, you know, if we’re going to do something together, watch a movie, we order in and do it
here” (patient)

“You think “oh wow, this is a lot” and it’s one of those things where it’s hard to see someone you care about
have more and more mental load from stuff they 've can’t necessarily control” (partner)

“I think if I was on my own I would have a lot worse feelings about it than I do” (partner)

“I do feel guilt and sometimes I feel that I'm holding them back a little bit if I can’t do something or I don’t
want to do something or we have to change our plans really quickly” (patient)



Self-disgust Self-disgust, internal
and self- shame and intimacy
consciousness

External shame and
avoidance

Peer support as a
buffer for internal
shame

154

“At the start it was quite a big thing. It was more about her self-confidence than anything. She wouldn’t feel
comfortable showing her body to me” (partner)

“I don’t think my partner is as self-conscious about it or at least she doesn’t show being as self-conscious
about it” (partner)

“I know my buttocks has a lot of abscesses and that’ll just enter my mind out of nowhere and suddenly 1
don’t want to be having sex anymore” (patient)

“It makes me not want to be naked ever” (patient)

“No one can smell it. No one can even see it because it’s bandaged and you’re saying you stink. You re fine.
I'm fine” (partner)

“I'm always conscious when you re out and about if my wound was leaking, even though you can’t, you just
worry that it smells or that people will know what you 've got or can see your dressings, that type of thing”

(patient)

“I think it would be quite good to meet other people with HS and maybe feel a bit more normal about things”
(patient)




