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Abstract
Background: Anorexia nervosa (AN) is a pervasive eating disorder that is associated with
significant morbidity, mortality, and poor prognosis. Individuals with anorexia nervosa
(IwAN) have high rates of treatment not being completed as planned — often referred to in
literature as ‘premature treatment termination’ (PTT) — which has been found to significantly
hinder AN prognosis. Studies have called for the elucidation of this phenomenon alongside
the centring of voices of lived experience in AN research more broadly. The dual-
experienced population of AN service providers with lived or living experience of AN who
have been service users is under researched. This population’s personal experiences of PTT
and the meaning that they give to them has yet to be explored.
Aims: The present United Kingdom-based study aimed to explore experiences of PTT and the
meaning given to them by individuals with dual experience of AN.
Method.: Interpretative Phenomenological Analysis (IPA) was applied to eight participant
interview transcripts collected via individual semi-structured interviews to inform the
development of group level experiential themes.
Results: Four group experiential themes were identified: systemic barriers: becoming lost; the
systemic feeding of anorexia; being hurt by the helpers; and the gifts of dual experience of
anorexia. These findings suggest that PTT is a systemic phenomenon, contrasting with some
existing literature suggesting that PTT is inherently self-initiated by IwAN. The present
participants’ experiences of PTT left them feeling abandoned to their AN, lost in between
treatment settings and within diagnostic margins, powerless and neglected around PTT
events, feeling as though they were screaming and shouting to be heard, and lucky when
receiving a good standard of care.
Implications: The present study’s participants called for urgent systemic and cultural change

within United Kingdom-based AN-treating systems with a view to reducing instances of
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PTT, better managing transition processes between- and out of- treatment settings, reducing

professionals’ misunderstandings of AN, and improving AN prognoses.

Keywords: Anorexia nervosa, AN, eating disorders, EDs, dual experience, prosumers, lived
experience practitioners, mental health, Interpretative Phenomenological Analysis, IPA, lived

experience, living experience, qualitative, experiential, premature treatment termination.
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1.0 Introduction

1.1 Overview

This chapter will begin by outlining the languaging of this report and introducing
anorexia nervosa (AN), exploring contemporary literature to provide an overview of the
illness’ current clinical landscape and associated challenges. It will then explore the
phenomenon of premature treatment termination (PTT) in relation to AN, consider the need
for novel lenses in AN research, and provide an overview of the existing literature relating to
the experiences of individuals with dual experience of AN. This chapter will conclude by
situating the Primary Researcher (PR), outlining their ontological and epistemological
positions in relation to their research and considering their personal relationship to the
project.
1.2 A Note on Language

The languaging of this project has been guided by the project’s Consultant and
participants, each of whom have lived or living experience (defined by Music et al. (2021) as
historic or present experience respectively) of AN. In accordance with their unanimous
preference, diagnosis-first language has not been used. Instead, and in accordance with the
participants’ preference, people experiencing AN will be referred to as ‘individuals with AN’
(IwAN) unless citing research which adopts alternative terminology to specify the nature of
its population of study (eg. ‘inpatient’).
1.3 The Clinical Landscape
1.3.1 Anorexia Nervosa

AN is a pervasive eating disorder (ED) that is associated with significant morbidity,
mortality, and poor prognosis (Arcelus et al., 2011). Current diagnostic criteria in the
International Classification of Diseases, 11" Revision (ICD-11: World Health Organisation

[WHO], 2022) distinguish AN by a significantly low body weight for an individual’s height,
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age and developmental stage, that cannot be explained by the presence of another health
condition or the unavailability of food. Commonly used diagnostic thresholds for AN in
adults are either a body mass index (BMI) of less than 18.5kg/m? or a loss of more than
twenty per cent of their total body weight within a six-month period (WHO, 2022). WHO
(2022) note that AN’s associated low body weight is accompanied by a persistent pattern of
behaviours intended to promote weight loss or prevent weight restoration. AN is typically
associated with a fear of weight gain, where body weight and shape become central to the
individual’s self-evaluation and can be inaccurately perceived to be average or excessive
(WHO, 2022). While, in previous editions of diagnostic manuals, low weight was a
requirement for an AN diagnosis, ICD-11 (WHO, 2022) included diagnostic recognition of
individuals who are recovering from AN and have returned to a normal body weight (defined
as above 18.5kg/m?); it specifies that an AN diagnosis should be retained until a full and
lasting recovery is achieved where, independent of treatment, a healthy weight is maintained
and behaviours aimed at reducing body weight cease. While AN has historically been
conceptualised as a visible illness identifiable by low body weights (Schmidt and Treasure,
2006), diagnostic criteria are beginning to shift towards a place of recognising that one ‘can’t
weigh mental health’ (Curry and Andriopoulou, 2023) and that AN cognitions can persevere
once weight loss has been corrected.

While AN is considered a mental health diagnosis (American Psychiatric Association
[APA], 2013; WHO, 2022), it is an illness that often has severe psychological and physical
symptoms (Takakura et al., 2019). AN can pose a high risk of medical complications
resulting from self-imposed dietary restriction and subsequent weight loss (Hambleton et al.,
2022), compensatory behaviours intended to counteract perceived or real weight gain (such
as excessive exercise, intentional exposure to cold temperatures, self-induced vomiting, the

misuse of laxatives and/or diuretics, the omission of insulin in individuals with diabetes, and



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 15

the use of weight loss products (Chapuis-de-Andrade, 2019)), and self-harm or suicidal
tendencies due to psychological distress related to AN psychopathology (Smith et al., 2017;
Smithuis et al., 2018). AN continues to have among the highest mortality rates of any
psychiatric condition, where more than 5% of IWAN die within four years of initial diagnosis
(Auger et al., 2021) and reported long-term recovery outcomes are just 62.8% at a 22-year
follow-up (Eddy et al., 2017). One in five deaths associated with AN is due to suicide, with
comorbid diabetes (where insulin has been misused to influence weight and body shape),
pneumonia, and heart failure also being leading causes of death (Sardar et al., 2015). AN is
associated with 2.47 times the risk of death compared to individuals without AN, increasing
to IWAN having 9.01 times the risk of death compared to non-AN controls after five years
(Auger et al., 2021), contributing to a recognised need and urgency for early treatment
intervention (Mills et al., 2023).
1.3.2 Treatment

Treatment approaches for AN should be multi-disciplinary and conducted with the
support of specialist ED services (National Institute for Health and Care Excellence [NICE],
2020). NICE (2020) guidelines suggest that AN treatment should prioritise weight restoration
(the process by which an individual is re-fed to their ‘normal’ body weight - a weight or
‘band’ of weights - at which their body functions optimally (Norris et al., 2024)) with a view
to swiftly reversing the psychological and biological effects of starvation. Weight restoration
should be supported by medical monitoring and evidence-based talking therapies, both of
which should include psychoeducation about the illness (NICE, 2020). No treatment
approach to date, however, has been found to reliably treat the potentially life-threatening
condition and slow its high mortality rate, and research suggests that all existing approaches
leave a proportion of sufferers symptomatic or at high risk of relapse (Muratore & Attia,

2021). After ten years of medical support, approximately 40% of IwWAN continue to present
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with prolonged symptoms and disabilities (Rigaud et al., 2011). Treatment for AN is well-
evidenced in research as being marked by IWANs’ frequent and recurring relapse (Gregertsen
et al., 2019), further illustrating the current limitations of treatment. AN incidence rates have
continued to rise (Martinez-Gonzalez et al., 2020) and the number of IWAN with an illness
severity requiring inpatient admission has increased unprecedentedly (Haripersad et al.,
2021) while prognosis remains poor (Jagielska and Kacperska, 2017), despite the recent
development and implementation of novel specialist-AN therapeutic approaches (Monteleone
et al., 2022). Research suggests a lack of predictive validity around recovery (Crow, 2023)
and death rates continue to rise (Van Eeden et al., 2021), leading researchers to highlight an
urgent need for further understanding of the factors associated with the poor prognosis of the
illness (Crow, 2023). Despite AN’s high risk and unparalleled mortality rates amongst all
diagnostically recognised psychiatric disorders (Treasure et al., 2020), ED research remains
underfunded compared to other psychiatric fields, with the available funds being divided
amongst all currently known ED diagnoses and hindering AN research prospects (All-Party
Parliamentary Group (APPG) on EDs, 2021 and 2025; Stone et al., 2021).

Studies suggest that AN treatment approaches may be limited in their efficacy because
the aetiology of the illness remains unclear (Clemente-Suarez et al., 2023; Stockford et al.,
2018), with research associating the development of AN with a broad range of sociocultural,
biological and psychological factors (Bakarat et al., 2023). Bakarat et al.’s (2023) rapid
review, for example, found evidence of associations between AN and experiences of abuse,
trauma, bullying, personality traits such as perfectionism and compulsivity, gender identity,
neurodivergence, genetic components, internet usage, family context, and a broad range of
psychological co-morbidities. The physiological mechanisms of the illness and how they
might successfully be addressed are, however, a little clearer. Weight loss caused by

intentional malnutrition of the significance and/or speed required for the conferral of an AN
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diagnosis, in addition to the impact of nutritional restriction, has been found to result in
biological changes (Skowron et al., 2020). Studies of IWAN have observed sizeable,
widespread reductions in cortical thickness, subcortical volumes and cortical surface area of
the brain (Walton et al., 2022), which can impact upon cognitive functioning and contribute
to the maintenance of the illness (Nickel et al., 2018; Stedal et al., 2018). Research has also
found that effects of malnutrition, such as bloating and water retention, contribute to the
perpetuation of AN’s psychopathology due to their role in exacerbating physical and
psychological discomfort when refeeding (Puckett et al., 2021). Researchers suggest that AN-
related medical complications cannot resolve without weight restoration and that weight
restoration is key to restoring a sufferer’s psychological flexibility and enabling them to
challenge AN's psychopathology (Cass et al., 2020). Research has also found that the less
severe an individual’s weight loss and the earlier the illness is addressed through weight
restoration, the better the individual’s prognosis for the full reversal of medical and
psychological complications (Cass et al., 2020).

Studies reflect, however, that while weight restoration is crucial, the psychological
difficulties associated with the illness extend beyond this point of physical recovery from
starvation (Curry and Andriopoulou, 2023; Matter et al., 2012). Both pre- and post- weight
restoration, research has associated AN with: significantly low self-esteem (Kelly et al.,
2014); negative environmental factors and life experiences (Branley-Bell et al., 2023);
suicidal thoughts (Lian et al., 2017); body image difficulties (Calugi et al., 2018); internal
conflict (Bergamin et al., 2022); stigma (Brelet et al., 2021); discrimination (Curry and
Andriopoulou, 2023); and psychological co-morbidities (Cardi et al., 2018). Research warns
that treatment processes that overly focus on weight restoration as the panacea for recovery

from AN can lead to individuals appearing recovered on clinical measures but continuing to
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experience enduring difficulties - which are evidenced as predictors of post-treatment relapse
- that go uncaptured (Bardone-Cone et al., 2010; Kinnaird and Cooper, 2023).
1.3.3 ‘Recovery’

Definitions of ‘recovery’ from AN are broad and varied (Khalsa et al., 2017) and
clinical and lived experience definitions often differ (Elwyn, 2023). There is, however, a
consensus between the two groups that AN, as a physiological and psychological illness,
requires treatment of- and improvement in- both domains in order for recovery to be obtained
(Khalsa et al., 2017). In clinical settings and research, psychological and physiological
improvements are commonly measured through the administration of psychometrics and
weight and BMI measurements (WHO, 2022). In the context of AN’s poor prognosis and
treatment limitations, some studies have utilised the term ‘recovery’ interchangeably with
‘improvements in weight and AN behaviours’ (Karlsson et al., 2021), which researchers
suggest may be complicating the field’s conceptualisation of recovery from AN, conflating
improvements with illness remission, and reducing the field’s expectations of treatment
(Bardone-Cone et al., 2010).

For those with lived or living experience of AN, research has found that recovery
feels more personal (Dawson et al., 2014) and may be less clinically measurable or
generalisable; studies suggest that lived experiences of recovery centre around hope (Asaria,
2023), autonomy and empowerment (Burke et al., 2024), interpersonal connection and
quality of life (Dawson et al., 2014), and recognition that it is an ongoing process as opposed
to an end point (Elwyn, 2023). Despite differing definitions of recovery and what it looks and
feels like, research suggests that AN is a condition that, conceptually, should be treatable to
the point of remission, with most medical and neuropsychological complications arising from
the starvation associated with the illness recognised as fully reversible through weight

restoration and psychological support (Cass et al., 2020; Matter et al., 2012).
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1.4 Treatment Difficulties
1.4.1 Conceptualisations of Treatment Difficulties

While, in theory, there is some sense of what is needed for IWAN to ‘recover’, AN is a
complex illness that is well documented in literature as a challenging presentation to treat
(Abbate-Daga et al., 2013; Vitousek et al., 1998). Some research suggests that this may be
due to the illness’ ego-syntonic nature, whereby IwAN tend to identify with- and
subsequently protect- their illness (Gregertensen et al., 2017; Monteleone et al., 2022). IWAN
commonly report gaining comfort from their AN (Arcelus et al., 2011) and can therefore
struggle to engage in treatment by choice, often reporting feeling ambivalent or fearful of
doing so (Melles and Jansen, 2023). Some IwAN can struggle to recognise that they are
unwell, and resist support due to an illness-related misconception that they are either healthy
or, paradoxically, overweight (Vitousek et al., 1998). Research exploring the experiences of
IwAN additionally suggests that some may experience positive effects resulting from
starvation that can motivate them to maintain their AN and/or further their weight loss; in
these contexts, the offer of treatment may be perceived as a threat to something that serves a
positive function for the IWAN (Coniglio et al., 2019). These positive effects have been found
to include feelings of emotional numbness, self-control and/or of having control, strength,
freedom, and autonomy (Fuchs, 2022; Selby and Coniglio, 2020), and IwWAN report that these
positives often outweigh the negative experiences and risks associated with the illness
(Fuchs, 2022). Researchers suggest that these positive experiences may contribute to both the
emergence and persistence of AN psychopathology by forming reinforcing feedback loops
(Selby and Coniglio, 2020).

Treatment limitations, in conjunction with the illness’ ego-syntonicity and the positive
reinforcement that AN can offer, have led to an association between IWAN and the narrative

of being ‘treatment resistant’, despite there being no established clinical definition of the
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concept (Smith and Woodside, 2021) and the potential negative implications of this
terminology for IWAN being recognised in literature (Weissman et al., 2016). The
conceptualisation of AN as ‘treatment resistant’” appears to locate treatment difficulties within
the IWAN as opposed to the treating system, and has become a commonly used term for
explaining unsuccessful outcomes within AN research and clinical spaces (Weissman et al.,
2016). In research, the illness’ perceived ‘treatment resistance’ has most commonly been
associated with the IWAN population’s well documented high treatment attrition rates (eg.
Vitousek et al., 1998), which studies consistently identify as a recognised threat to IWANs’
already poor prognoses (Manon, 2000; Sly, 2009; Ulven et al., 2025; Vinchenzo et al., 2022).
Attrition rates present a key challenge to the efficacy of ED treatments (Ulvan et al., 2025)
and may contribute to AN’s low remission rates (Fernandez-Aranda et al., 2021). Studies
submit that ED treatment non-completion rates are amongst the highest of known psychiatric
conditions (Linardon et al., 2017; Vinchenzo et al., 2022). Reviews have suggested that
around 40% of individuals receiving treatment for an ED do not complete their full course of
treatment, with further studies, spanning over thirty years, finding that attrition rates for
IwAN receiving treatment rise beyond 50% (DeJong et al., 2012; Mewes et al., 2008;
Vandereycken and Pierloot, 1983; Wallier et al., 2009); Sly et al.’s (2013) study of treatment
‘drop-out’ in IWAN across four specialist services found an overall attrition rate of 57.8%. In
part due to the existing ‘treatment resistant’ or ‘uncooperative’ conceptualisation of IWAN
(Stockford et al., 2018), research into the illness’ treatment non-completion, attrition, and
‘drop-out’ rates has historically centred around IwANs’ individual characteristics to identify
possible traits for predicting their departure from treatment (Franzen et al., 2004; Sly et al.,
2013; Pereira et al., 2006). To date, no studies have found significant individual predictors
and there remains a lack of evidence relating to the causes of the phenomenon (Mahon,

2000).
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1.4.2 Premature Treatment Termination

Wallier et al.’s (2009) review of literature identified key methodological barriers in
research seeking to understand the phenomenon of IWAN ending treatment early. The first
barrier was the field’s inconsistency in naming the phenomenon, thought to be prohibiting
cohesion. Commonly adopted terms included treatment ‘drop-out’, treatment attrition,
treatment non-completion, treatment refusal, administrative discharge, and non-routine
discharge (eg. Dejong et al., 2012; Manon, 2000; Masson and Sheeshka, 2009; Wallier et al.,
2009). Sly (2009) proposed that, as part of a conscious shift away from the privileging of
language that centres blame within- or pathologises- IWAN, AN researchers adopt the single,
over-arching term, ‘premature treatment termination’ (PTT) to refer to the phenomenon with
a view to avoiding pejorative language. The present report will join contemporary research in
adopting this terminology in accordance with Sly’s (2009) recommendation (eg. Bjork et al.,
2009; Seidinger-Leibovitz et al., 2020).

Wallier et al.’s (2009) second identified barrier was the absence of a shared definition
of PTT amongst researchers. While researchers hold a broad consensus that the ‘premature’
component of PTT relates to treatment ending before originally expected (eg. Wallier et al.,
2009), Manon (2000) defines it as ‘unforeseen’ while noting that other researchers leave it
undefined (eg. Sly, 2009). Vinchenzo et al. (2022) noted that ‘premature’ in this context may
mean different things to different stakeholders; some studies have defined it as a treatment
ending prior to obtaining a desired outcome such as weight restoration (Smith et al., 2023),
whereas others have conceptualised it as treatment terminated before a prescribed number of
treatment sessions have been administered (eg. Jordan et al., 2017). Sly (2009) and Manon
(2000) suggest that PTT is a unilateral event, actioned by either an IwWAN or a clinician
without the other’s agreement and with predicted negative consequences, whereas other

studies recognise that PTT can lead to positive outcomes (eg. Bjork et al., 2009). Some recent
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publications conceptualise PTT as patient-initiated (eg. Vinchenzo et al., 2022), whereas
others have considered the differences between clinician-initiated PTT and patient-initiated
PTT, advocating that these are significant (eg. Sly et al., 2014). Some studies have centred
around PTT in relation to evaluating a particular intervention (eg. Gregertsen, 2019) and
many do not situate PTT events within the context of other interventions that may be ongoing
for an IwWAN after opting out of part of a wider treatment programme (eg. Elbaky et al.,
2014). Further research suggests that, while PTT is a risk factor in AN prognosis, it has
become an accepted and rationalised aspect of AN care due to persisting narratives around
the illness’ ‘treatment resistance’ and associated misconceptions (APPG on Eating Disorders,
2025; Forbes, 2020; Viljoen et al., 2023).

Lubieniecki et al. (2024) observed that the majority of literature relating to PTT in AN
to date has centred around professionals’ conceptualisations of the phenomenon and the
collation of associated quantitative data, usually in relation to the evaluation of an
intervention (Bjork et al., 2009). The findings of such studies are largely inconclusive and
inconsistent (Bandini et al., 2006; Hoste et al., 2007; Mahon, 2000; Masson et al., 2007;
Masson and Sheeshka, 2009; Ulven et al., 2025). At present, little research qualitatively
captures IWANS’ lived or living experiences of PTT. That which does suggests that such
experiences are nuanced, and that PTT can be experienced as less of a standalone event, but
instead as a series of experiences that culminate in the early ending of care (Vinchenzo et al.,
2022). Vinchenzo et al. (2022) found that IWAN often associated self-initiated PTT with
negative experiences of treatment. The authors reported that these experiences included
feeling unheard and unsafe, and struggling with their treatment’s ‘hyper-focus’ on weight,
sharing that they felt this perpetuated their AN cognitions. Vinchenzo et al. (2022) identified
PTT as a phenomenon comprising of not just individual-, but service- and wider system-

level factors, and advocated for the need to improve AN service delivery to reduce IWANs’
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experienced need to self-initiate PTT events. Such findings are supported by wider research
regarding lived and living experiences of AN treatment. Studies have noted that it is common
in AN treatment for services to pursue partial weight restoration for IWAN and discharge
them prior to reaching a period of either self-sustained stability, self-led recovery, or
psychological recovery (Ayrolles et al., 2023; Federici and Kaplan, 2008). Kiely et al. (2023)
and Kiely et al. (2024)’s metasyntheses of experiences of individuals with long-standing AN
found consistent reference across retrieved papers to individuals feeling failed by treatments
and treatment systems. Similarly, studies into the lived experience of AN have observed the
withdrawal and withholding of AN treatment and care by clinicians (eg. Curry and
Andriopoulou, 2023; Sly et al., 2014), and highlighted a weight stigma that can lead
clinicians to assess IWAN as not being a low enough weight to require support, minimising
their symptoms (Lubieniecki et al., 2024).

Evidenced clinician-initiated PTT rationales seem to reflect the difficulties named by
IwAN who self-initiate PTT. Masson and Sheeshka’s (2009) study found that clinicians
perceived clinician-initiated PTT as a necessary action to protect a community milieu in their
inpatient ED service. The authors found that IWANs’ treatment was prematurely terminated
when they were experienced by staff as breaking rules by engaging in AN-soothing
behaviours (such as over-exercising), behaving in a way that was inconsistent with recovery,
and struggling to eat; presentations which are consistent with an AN diagnosis (WHO, 2022).
Masson et al. (2007) similarly found that PTT could be clinician-initiated due to IwANs’
perceived non-compliance with a treatment programme.

While definitions of PTT continue to vary widely, the importance of addressing the
phenomenon is well-recognised in research, as is the need for its further study from new
perspectives (Mahon, 2000; Vinchenzo et al., 2022). Studies have associated PTT with

significantly hindering IWANs’ prognoses (Eddy et al., 2017; Elbaky et al., 2014) and being a
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barrier for effective treatment (Vinchenzo et al., 2022). Individuals who do not complete
treatment are commonly discharged at lower weights, which are, in turn, associated with risk
of rapid re-hospitalisation for treatment (Sly and Bamford, 2011); partial weight restoration —
the incomplete treatment of AN’s associated weight loss and malnutrition — is associated with
higher rates of relapse post-discharge (Rigaud et al., 2011). Mahon (2000) observed that
IwAN who experience PTT, whether self- or clinician- initiated, are not a clinically or
demographically homogenous population, and that the causes and experiences of PTT may be
broader than is currently captured in research due to ongoing methodological limitations.
Research also appears to suggest that multiple and varying instances of PTT can occur for
someone during the course of their illness (Curry and Andriopoulou, 2023; Sly and Bamford,
2011). Such findings suggest that current understandings of PTT may be limited by the
phenomenon’s fragmentation into subcategories, preventing its elucidation, and indicating a
need for studies adopting a comprehensive, ‘multi-dimensional’ definition in order to
facilitate an understanding of the phenomenon as a whole (Mahon, 2000). Mahon (2000)
encouraged researchers and clinicians alike to hold curiosity about PTT rather than
exclusionary preconceptions as to what it looks like and who decides what it is, and conduct
qualitative, interview-based research with a view to learning about IWANSs’ experiences of
PTT and addressing the gap caused by the absence of this perspective.
1.6 Lived and Living Experience
1.6.1 Experts by Experience

The importance of capturing the voices of lived and living experience through Experts
by Experience (EbEs) in mental health research is unequivocally evidenced (Music et al.,
2022), with researchers highlighting its inherent value in informing service design and
delivery, informing treatment approaches, providing peer support, improving clinical

understandings of mental health difficulties, and addressing gaps in clinician and researcher-
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constructed knowledge (Duvall and Hanson, 2024; Kinnaird and Cooper, 2024; Mahon,
2000; Roe et al., 2022; Schleider, 2024). As such, lived experience research has become an
increased priority in recent years and is becoming increasingly mandated by funding bodies
(Evans and Papoulias, 2020; WHO, 2013). In the context of AN treatment, research has found
lived experience perspectives to be crucial to the development of the field (Duvall and
Hanson, 2024; Giel et al., 2024), leading to an increase in lived experience advocacy (Music
et al., 2022). There remains, however, a scarcity of research undertaken in collaboration or
consultation with IWAN (Music et al., 2022) and, compared to quantitative studies of
outcome data, comparatively limited qualitative studies exploring lived and living
experiences of AN (Eiring et al., 2021). Research has associated these limitations with
researchers’ tendency to privilege academic opinion over lived experience, thought to be born
from their historical positioning as the ‘expert’ above ‘the patient’ (Schleider, 2024) and the
stigmatisation of EDs by healthcare professionals (Graham et al., 2020; Music et al., 2022;
Thompson-Brenner et al., 2012). While the term ‘EbE’ is now widely adopted, recognising
and highlighting the location of expertise within those holding lived experience, there remain
challenges to ensuring that their expertise is meaningfully sought, respected, and learned
from in mental health fields (Schleider, 2024). AN literature frequently evidences a dearth of
shared language and understanding between individuals with lived and living experiences and
treating professionals (eg. Asaria, 2023; Branley-Bell et al., 2023; Elwyn, 2023; Kenny et al.,
2022), often described as the ‘us vs. them’ dichotomy (Richards, 2010). In the context of the
present study, IWANs’ experiences of PTT and the meaning that they give to it appear to
notably differ from those held by some professionals.
1.6.2 Experts by Dual Experience

Researchers have highlighted the need to approach ED research through new lenses

due to an urgency for new insights and a need to become ‘[un]stuck’ from ‘old perspectives’
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(Bulik, 2015). This need has been associated with the AN research field’s “difficulty
unlearning misinformation’ about the illness (Bulik, 2015) and the divide between the
expertise held by individuals with lived and living experiences of AN and professionals
(Curry and Andriopoulou, 2023). A lens that has yet to be widely explored in research is that
of mental health workers with their own experiences of mental health difficulties — a
population that includes both the peer workforce and formally trained clinicians with lived or
living experiences of mental health difficulties (Boyd et al., 2016; Curry and Andriopoulou,
2023; Victor et al., 2022). As noted by Schleider (2024), ‘EbE’ and ‘mental health
professional’ are not mutually exclusive roles, and the integration of EbE professional
perspectives into their respective fields may further enrich our understanding of mental health
difficulties. While it must be recognised that their perspectives do not and must not replace
non-professional voices of lived experience, a growing evidence-base suggests their dual
experience may provide them with a unique, adjunctive lens through which to contribute to
our understandings of mental health presentations and experiences associated with treatment
(Boyd et al., 2016; Curry and Andriopoulou, 2023; Victor et al., 2022). In the case of AN,
where EbE and clinical/research voices often clash (eg. Graham et al., 2020; Sibeoni et al.,
2017), individuals with dual experience of AN (IWDEAN) may be in a position to bridge this
socially constructed divide and unite the two knowledge bases through their combined
professional and personal experiences, offering a unique perspective to a ‘stuck’ field (Bulik,
2015; Curry and Andriopoulou, 2023).

To date, little literature has explored the experiences of INDEAN (Curry and
Andriopoulou, 2023), and experiences of PTT amongst this population have yet to be
explored. The experiences of INDEAN may contribute to the AN field’s understanding of the
phenomenon. While the dual-experienced population is understudied across all mental health

fields (Victor et al., 2022), to date, more research has centred around the peer workforce
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subset of the population than the formally trained prosumer (FTP: qualified, accredited or
registered mental health professionals with lived or living experiences of mental health
difficulties whose roles do not necessitate the sharing of lived or living experiences) subset.
While there is a precedent in existing INDEAN studies to approach the dual-experienced
population as a whole, grouping the peer workforce and FTP subsets together (eg. Curry and
Andriopoulou, 2023), research has yet to synthesise the wider experiences of FTPs with lived
or living experiences of mental health difficulties as has been done for the peer workforce. As
such, it is currently unclear whether research approaching this dual-experienced population as
a whole is sensitive and respectful to the population subsets’ experiences, or whether the
population as a whole is as homogenous as has been assumed. This therefore formed the
basis of the present report’s literature review, with a view to informing the development of
the empirical research study.
1.7 Situating the Researcher
1.7.1 Personal Relationship to the Project

When researching any population, guidelines outline the importance of researchers
acknowledging their relationship (or, indeed, lack thereof) to their participants, and
considering the impact that their closeness (or distance) may have on their work (Corbin
Dwyer and Buckle, 2009). In the case of qualitative research adopting an Interpretative
Phenomenological Analysis (IPA) methodology where participants entrust their experiences
and sense-making to the researcher (Smith, Flowers and Larkin, 2022), it is additionally
important that I acknowledge my position as an insider researcher (Greene, 2014) —a
researcher who studies one’s own social group or society (Naples, 2003) - and speak to one of
the lenses that I hold and have reflected upon throughout my involvement in this study: to

invite in necessary discussions surrounding how this was both accounted for and embraced.
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I am privileged to be able to share that I consider myself both personally and
clinically recovered from AN in the sense that my recovery both meets my expectations of
what it should be and meets clinical criteria — the long-term remission of symptoms and
associated difficulties - that would have me considered as such (Kinnaird and Cooper, 2024).
I am also in the privileged position of being a Trainee Clinical Psychologist; a professional
position that I must acknowledge I pursued out of recognition that decision-making processes
around AN are often managed- and supported by research conducted by- individuals without
lived experience and the associated insight given by the experience of the illness itself. I felt
that the voice of lived experience was absent from key discourses around AN and my own
care and treatment, and, professionally, I have felt that my voice of lived experience can be
unwelcome in clinical discussion. I now find myself in a dual relationship with AN, holding
both personal and professional experiences - dual experience - of the illness, yet somewhat
excommunicated from the two communities I sit between: to those with lived experience |
am a clinician, and to clinicians I am forever a patient. In my own (dual) experience, ED
research and clinical settings are marked by a strong yet often unaddressed ‘them versus us’
dichotomy between those in need of care and their care providers. I am both proud and
humbled to be one of many people who span this divide. While both my professional and
lived experience voices will be bracketed outside of my reflections and these two paragraphs,
you, the reader, and I should hold this lens in mind and to account, and acknowledge its
inevitable presence, value, and potential risk in my sense-making role as a researcher. I would
like to take this opportunity to extend to you the invitation to consider the lenses and value
that you, too, bring to this project through your engagement with this report.

1.7.2 Insider Research
Insider status can be valuable; knowledge that is born from lived experience can be

insightful and harnessed to provide a project’s sample population with a sense of safety and
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increased trust through an equalised relationship between the researcher and their participants
(Chavez, 2008). This has the potential to facilitate speed and quality of rapport and improve
the depth to which the research can go by facilitating the sharing of more deeply personal
experiences (Chavez, 2008). It can contribute meaningful insight into the experiences of the
participants and has been found to improve the detection of participants’ unspoken, non-
verbal, or hidden meaning-making indicators (Chavez, 2008). It can equally, however,
present challenges, such as misplaced assumptions of sameness with participants or
presumptive leanings during analysis (Chavez, 2008). It may obscure the role of the
researcher through the unintentional privileging of their insider identity, leading to
complications, and may bring the risk of selective reporting due to pre-existing sense-making
narratives (Chavez, 2008). Regarding the collection of data, the insider researcher may
experience conflict between their methodologically required interview format and the
communication style of their community (Brayboy and Deyhle, 2000), attempt to compensate
for their ‘insiderness’ by biasing interviews towards academic topics (Zavella, 1996), or find
that interview responses are affected by participants’ meaning-making of their researcher
identity (Merriam et al., 2001).

As someone holding the dual identity of recovered IWAN and clinician, who has
somewhat successfully navigated bracketing one voice or the other depending on whether I
am in a personal or a clinical setting, I subscribe to Naples’ (1996) sense that my insiderness
is not a fixed position, but rather something fluid; something I can move towards or shift
away from as I do other aspects of my identity in different contexts. In the pages that follow, I
hope to demonstrate this through excerpts from my reflexive journal and analytical processes.
Excerpts from my journal entries will be signposted throughout this thesis within relevant
sections and can be found in the Appendix A (see Reflexive Journal Entries (RJEs) 1 and 2).

1.7.3 Ontological and Epistemological Position
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This study’s PR adopts a critical realist ontological stance, taking the position that
human experience is a subjective process, that a ‘real world’ exists beyond these subjective
observations and beliefs (Bhaskar, 2016), and that our experience of reality is mediated
through the filter of human experience and interpretation (Fletcher, 2017). Critical realism
recognises the existence of a transcendental reality that operates independently of humanity’s
awareness or knowledge of it (Bhaskar, 2016), governed by laws independent of the human
mind (Bhaskar, 1993). It also recognises the importance of both objective reality and
subjective experiences in making sense of the world around us, situating these within their
cultural, social, political and historical contexts (Miller and Tsang, 2011). Critical realism
therefore acknowledges that research is a human activity which is mediated through social
structures and language (Gorski, 2013). The PR acknowledges that the study of human
experience is inherently subjective and cannot be reduced to natural laws (Bhaskar, 2016).

Laverty (2003) describes epistemology as the nature of the relationship between the
knower and what can be known. Epistemologically, the PR adopts a phenomenological
position. Phenomenology is the study of lived experience from consciousness in the world
that is subjective and constructed by the individual (Laverty, 2003). Phenomenology
embraces recognition that, in qualitative research, researchers interpret and seek to make
sense of their participants’ experiences, which are, in turn, the participants’ interpretations
and sense-making of their experiences. Referred to as ‘double hermeneutics’ (Smith and
Nizza, 2022), this phenomenon is central to [IPA methodology. This will be spoken to further

in a later chapter (see ‘Methodology’).
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2.0 Systematic Literature Review
2.1 Overview
Systematic Literature Reviews (SLRs) strive to synthesise existing research findings
with a view to understanding the existing evidence base and highlighting gaps in the
literature around an identified question (Siddaway et al., 2019). This chapter introduces and
describes the SLR that was conducted to inform the wider research project. (RJE 3).
2.2 Definitions

Table 1 presents key definitions utilised in the present review.

Table 1

Table of Definitions in the Context of the Present SLR

Term Definition in the Context of the Present Study
‘Formally Trained A ‘prosumer’ is defined as an individual who has provided and ‘consumed’ mental
Prosumer’ (FTP) health services (Lopez-Aybar et al., 2024). In literature, there is not yet consensus on the

terminology used to refer to the subset of the prosumer population whose professional
roles are not inherently reliant on the sharing of their lived or living experiences and who
are formally accredited, qualified or registered mental health practitioners. In the context
of the present SLR, the term ‘formally trained prosumer’ has been adopted.

‘Mental Health Any service where mental health support is provided to others, not limited by mental

Services’ health diagnosis, presentation or symptom type or the nature of the mental health support
received (APA, 2018).

‘Mental Health Any mental health presentation, diagnosis, or experience of a mental health symptom as

Difficulty’ recognised by the Medical Subject Headings (MeSH) library - a controlled and
standardised vocabulary thesaurus that lists all recognised alternative lexis for

biomedical terms (National Library of Medicine, 2024).
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2.3 Rationale and Objective

Research has identified that voices of dual experience (individuals holding lived or
living- and professional- experience of a mental health difficulty (Boyd et al., 2016; Curry
and Andriopoulou, 2023; Victor et al., 2022)), may provide valuable insight into their
respective fields through the awareness that comes from their unique lens and experiences
(Victor et al., 2022). The peer workforce subset of this population — those whose professional
role centres around the sharing of their lived or living experiences such as peer support
workers and lived experienced practitioners - have been more widely considered in research
(LaMarre et al., 2024) and currently form the majority of the evidence base relating to the
population, inclusive of SLRs (eg. Bailie and Tickle, 2015; Du Plessis et al., 2020; Lewis and
Foye, 2021; MacLellan et al., 2015; Vandewalle et al., 2016; Walker and Bryant, 2013). The
FTP subset of this population is comparatively under researched (Victor, 2022).

Existing studies of formally trained or training INDEAN are exceedingly small in
number. While this is, in itself, valuable knowledge (Boland et al., 2017) and supports
suggestions that the population is, as yet, understudied (Curry and Andriopoulou, 2023), the
quality and validity of such an SLR could be limited by a paucity of available data (Shaheen
et al., 2023). Papers studying the experiences of FTPs across wider mental health fields are
greater in number and an SLR of the experiences of FTPs encompassing multiple mental
health experiences and professional contexts has yet to be conducted. Such a review may
provide insight into the experiences held- and contributed to research- by the wider FTP
population to further research’s understanding of the dual-experienced population as a whole.
(RJE 4).

The primary objective of the present SLR was therefore to synthesise existing
findings in literature to answer the question: What does the empirical literature tell us about

the experiences of FTPs?
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2.4 Methodology
2.4.1 Protocol and Registration

A search was conducted via the platform PROSPERO to ensure that this would be a
novel review and could meaningfully contribute to literature in the field. The review and its
protocol were subsequently registered with the platform (protocol: CRD420250649603) to
support researchers in avoiding the unintentional duplication of research efforts while holding
the present review to account in terms of methodological rigour and transparency
(Covidence, 2024). The review was informed by the PRISMA (2020) protocol for conducting
SLRs to ensure methodological rigour (British Medical Journal, 2021).
2.4.2 Eligibility Criteria

The present review focused on qualitative research and the experiences of FTPs given
that the FTP field of research is currently in its infancy (Victor et al., 2022); qualitative
research permits the collation of rich, contextual insights into individuals’ lived and living
experiences (LEs) (Moser and Korstjens, 2017) and qualitative approaches are recommended
when studying new populations or phenomena (Willig, 2019). The Sample, Phenomenon of
interest, Design, Evaluation and Research Type (SPiDER) framework (Cooke, Smith and
Booth, 2012) was utilised to inform retrieved paper screening inclusion and exclusion criteria
(Table 2). SPIDER was adopted due to evidence suggesting that it is a robust framework for
capturing clinical evidence for an SLR and for its evidenced suitability for both qualitative
and mixed methods studies due to building upon the Population, Intervention, Comparison,
Outcome (PICO) framework’s more quantitatively suited components and incorporating
components suitable for qualitative searches (Cooke, Smith and Booth, 2012).

Papers that centred around the opinions or experiences of others with regards to FTPs
(those who are not themselves FTPs as defined in relation to the present SLR) were excluded.

Papers that amalgamated data relating to FTPs’ experiences across mental health and non-
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Inclusion Criteria

Exclusion Criteria

S: Sample

FTPs (individuals with lived or living experience of a mental health
difficulty who have also been/were in training to become an accredited,
qualified, or registered provider of care for others with mental health
difficulties). Not limited by type of mental health presentation/diagnosis,
setting in which they carried out their provider role, or the accredited,
qualified, or registered role they held.

Studies that included FTPs in addition to individuals with other

experiences where FTPs’ data were considered or analysed in isolation.

FTPs whose lived or living experiences captured in a study did not
directly relate to mental health difficulties (for example, FTPs who
held lived or living experiences of physical health conditions,
neurodevelopmental presentations, and neurocognitive presentations).
Prosumers with lived or living experiences of mental health difficulties
who were not also FTPs.

Researchers with lived or living experience of mental health
difficulties who have not also held an accredited, qualified, or

registered mental health care provider role
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Inclusion Criteria Exclusion Criteria

- Studies where data pertaining to the experiences of FTPs were
amalgamated with data pertaining to other prosumer groups and not

considered or analysed in isolation.

Pi: Phenomenon of Interest

- The experiences of FTPs. - Studies that did not focus on the experiences of FTPs.
D: Design
- Qualitative studies (not limited by design, methodology or philosophical - Quantitative studies.
epistemology). - Mixed methods studies where relevant qualitative data are not analysed
- Mixed methods studies where the qualitative components were analysed and discussed in their own right (eg. if the data pertaining to the
and discussed in their own right. population of interest (FTPs) was amalgamated with data belonging to

a different population (eg. peer support workers)).
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Inclusion Criteria Exclusion Criteria

Studies that lacked qualitative methodology (eg. first-person

narratives).
E: Evaluation
- FTPs experiences, FTP population subset (professions), sample size, year
published, methodologies, key findings, limitations, study location.
R: Research Type
- Peer-reviewed empirical qualitative studies. - Opinion papers, editorials, first-person narratives (due to lacking
- Published in any year. narrative methodology) and grey literature.
- Published in English but not limited by country of origin. - Studies published in a language other than English.

Full-text available. - Full-text unavailable.
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mental health presentations where analyses or conclusions pertaining to the population of
interest could not be separately identified were not included. This is because the present
review was centred around FTPs’ experiences and information pertaining to other dual
experiences might introduce themes that are not shared by the population of interest and
therefore affect the review’s findings.

Inclusion criteria required that papers be available in full-text to ensure that they
could be sufficiently critically appraised and analysed, and that they were published in
English as this is the PR’s first language and attempts to use software to translate a paper may
have resulted in inaccuracies at risk of confounding the present review’s findings. No
exclusion criteria were applied regarding date of publication out of recognition that published
empirical research in this field is limited and that all experiences held by members of a
community are inherently valid and meaningful when seeking to explore a phenomenon
(Laverty, 2003) and do not become less valid or meaningful with the passing of time; they
continue to reflect their cultural, social, political and historical contexts and remain valuably
subjective (Miller and Tsang, 2011). Grey literature was not included because it would not
address the review’s research question which centred around understanding what is currently
captured in empirical studies.

2.4.3 Information Sources

Three bibliographical databases were identified as information sources for this SLR,
inclusive of Scopus, Medline, and CINAHL. These databases were selected for their
inclusion of relevant qualitative and experientially-led literature in the FTP field of research
(determined by the PR’s preliminary searches) and their availability to the PR via their
institutional library’s subscriptions. Trial runs of the SLR’s search phrase found that the
addition of further databases that were available to the PR duplicated results rather than

retrieving additional relevant papers. Hand searching of references from papers retrieved by
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the search phrase was conducted to ensure that all relevant papers were included in the
review (Tricco et al., 2008).
2.4.4 Search Strategy

As advised by Siddaway et al. (2019), the key components of the research question
were identified with a view to informing the development of a search phrase. Relevant terms
for each component were then identified based on the terminology utilised in relevant
literature (identified through the PR’s familiarisation with research in the field) and the search
terms utilised in previous SLR’s conducted on the subject of FTPs. Both controlled terms
(those that were identified from searching the MeSH library) and uncontrolled terms
(synonyms or descriptors, as recommended by Hausner et al. (2012)) were included to ensure
that all relevant literature was captured by the search. A Boolean search phrase was
constructed utilising identified search terms. This was an iterative process, through which
multiple variations of the search phrase were trialled on the identified databases to ensure the
final search phrase functioned optimally and captured relevant papers.

The development of the search phrase proved challenging. Initially, terms relating to
each of the SLR’s inclusion criteria were included in the search phrase with a view to
optimising relevant paper retrieval. However, it transpired that this failed to retrieve many
relevant papers; existing literature in the field of study appeared to less frequently include
direct descriptions of their methodologies and used inconsistent language to refer to the
population of interest in their titles, abstracts, and keyword choices, causing relevant papers
to be excluded. The same difficulty was encountered when some components of the SLR’s
question were included as separate modifiers in search phrase iterations (ie. FTP role (eg.
“psychologist*”) AND “liv* experience”) rather than as complete phrases (eg. “psychologist*
with liv*experience*”’), and when alternative terms relating to ‘mental health difficulties’ did

not include specific diagnoses. These difficulties also transpired to be the result of
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inconsistent terminology and keyword labels in relevant literature. The most successful
search phrase (with optimal relevant paper retrieval) therefore minimised the use of the
review’s inclusion criteria, amalgamated FTP roles and terms relating to LEs, and included
specific mental health diagnoses. As this meant that the final search phrase was broad and did
not limit paper retrieval by methodology or experiential focus, irrelevant papers captured
were manually excluded at the screening stage. While these difficulties resulted in an
inelegant and complex search phrase, the final phrase was carefully constructed and
successful in navigating the inconsistencies within the field of study and retrieving
appropriate papers. (See Appendix B for search phrase trial trail and Table 3 for the final
search phrase).

A pilot search was conducted in December 2024 to ensure that the search phrase
operated as expected and retrieved appropriate papers. The review’s final search was
conducted in January 2025. Prior to submission, the search was run once more to determine
whether any further studies had been published so that these could be considered in the SLR’s
discussion: none were retrieved. The same final search phrase was utilised across all three
databases for paper retrieval; no adaptations were required to optimise relevant paper
retrieval on the different databases. When employing the search phrase in the identified
source databases, the ‘advanced search’ function was used to implement the modifiers
utilised in the Boolean search phrase, enable the use of search filters to ensure that only peer-
reviewed articles and articles available in English were sought in accordance with the
review’s inclusion criteria, and ensure that the databases applied the search phrase to the title,
abstract, and keywords of each paper. The decision to employ these filters was taken to
reduce the number of irrelevant papers retrieved and optimise relevant paper retrieval given

the breadth of the search phrase.
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Table 3

Final Search Phrase

Key
Question
Components
Utilised for
the Search

Phrase

Adopted Search Terms

Formally
Trained

Prosumers

(“Dual experience*” OR “dual experience* clinician*” OR “clinician* with dual experience®*” OR “liv* experience clinician®” OR “clinician* with liv*
experience*” OR “dual experience* practitioner*” OR “practitioner* with dual experience*” OR “practitioner® with liv* experience*” OR “liv* experience
practitioner®” OR “professional* with dual experience®™” OR “dual experience* professional*”OR “professional™* with liv* experience*” OR “liv* experience™*
professional®” OR “psychologist* with dual experience*” OR “dual experience® psychologist*” OR “psychologist* with liv* experience*” OR “liv* experience™*
psychologist*” OR “nurse* with dual experience*” OR “dual experience® nurse*” OR “nurse* with liv* experience®*” OR “liv* experience* nurse*” OR
“psychiatrist® with dual experience®*” OR “dual experience* psychiatrist*”” OR “psychiatrist* with liv* experience*” OR “liv* experience* psychiatrist*”” OR
“doctor* with dual experience®*” OR “dual experience* doctor®” OR “doctor* with liv* experience®*” OR “liv* experience* doctor*” OR “psychotherapist™ with
dual experience*” OR “dual experience® psychotherapist*” OR “psychotherapist* with liv* experience®*” OR “liv* experience* psychotherapist*” OR “therapist*
with dual experience” OR “dual experience™* therapist®” OR “therapist* with liv* experience*” OR “liv* experience* therapist*”” OR “dual experience* mental

health professional*”OR “mental health professional* with dual experience®*” OR “mental health professional* with liv* experience*” OR “liv* experience*



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 41

Mental

Health

Difficulties

mental health professional*” OR “mental health practitioner® with dual experience*” OR “dual experience* mental health practitioner®” OR “mental health
practitioner® with liv* experience®*” OR “liv* experience* mental health practitioner*” OR “mental health worker* with dual experience*” OR “dual experience*
mental health worker*” OR “mental health worker* with liv* experience*”OR “liv* experience* mental health worker*” OR “mental health provider* with dual
experience*” OR “dual experience* mental health provider*” OR “mental health provider* with liv* experience*” OR “liv* experience* mental health provider*”
OR prosumer*)

AND (“mental illness*” OR “mental health” OR “mental difficult*”” OR “mental disorder*”” OR “mental problem*” OR “psychological problem*” OR
“psychological illness*”” OR “psychological distress” OR “psychological difficult*”” OR “psychiatric illness*”” OR “psychiatric difficult*”” OR “psychiatric
disorder®*” OR psychos* OR “hearing voices” OR schizo* OR “delusional disorder” OR “eating disorder*” OR “anorexia nervosa” OR “bulimia nervosa” OR
“avoidant and restrictive food intake disorder” OR “ARFID” OR “binge eating disorder” OR diabulimi* OR pica OR “rumination*regurgitation” OR “body
dysmorphi*” OR “obsessive compulsive” OR “OCD” OR “perinatal mental health” OR “personality disorder*” OR “bipolar disorder*” OR “dissociative” OR
“depersonali*ation dereali*ation disorder” OR “trance disorder” OR “bodily distress disorder” OR “prolonged grief disorder*” OR “post-traumatic stress
disorder*” OR “panic disorder*” OR *phobia* OR addict® OR depression OR depressive OR “mood disorder” OR “dysthymic disorder” OR anxiety* OR

“fear*related disorder” OR “self*harm” OR “self*injury” OR suicid* OR “selective mutism”)
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Search outcomes from each database were imported into the SLR management
software ‘Covidence’ (Covidence Systematic Review Software, 2025). Initial database
searches produced a combined total of 153 papers for review after 107 duplicates were
identified and removed by Covidence’s duplicate paper detection processes.

2.4.5 Study Selection

In Covidence, all non-duplicate studies retrieved through the initial search underwent
title and abstract screening followed by full-text review by both the PR and a Trainee Clinical
Psychologist colleague utilising the SLR’s eligibility criteria. No points of conflict regarding
the inclusion or exclusion of an article arose.

One-hundred-and-five studies were excluded at the point of title and abstract
screening due to irrelevance, and 48 studies proceed to full-text review. A further 38 studies
were excluded at this stage, leaving 10 papers for inclusion in the review. A review of
retrieved references yielded an additional study that met eligibility criteria and was deemed
viable for inclusion by both the PR and the second reviewer. Therefore, a total of 11 studies
proceeded to the data extraction phase. (See Figure 1: PRISMA Flow Diagram).

2.4.6 Critical Evaluation of Papers

The quality of the included papers was assessed utilising the Critical Appraisal Skills
Programme (CASP) qualitative checklist (CASP, 2018) (Appendix C). CASP (2018) is
recommended by the Cochrane Qualitative and Implementation Methods Group and is
commonly used in qualitative evidence syntheses by the World Health Organisation (Majid
and Vanstone, 2018; Noyes et al., 2018). Additional appraisal criteria were considered as
advised by Long et al. (2020) with a view to optimising the quality appraisal process utilising
Yardley’s (2000) adjunctive criteria (Appendix D). No papers were excluded following

quality appraisal.
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Figure 1

PRISMA Flow Diagram of Systematic Literature Search
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CASP (2018) assessment outcomes indicated that the studies were of good quality and
valuably contributed to research. Clear aims were detailed in all papers and qualitative
methodologies and research designs were universally appropriate to these. Data collection
was consistent with the papers’ purposes and clear statements of findings were present in all
reports. The Yardley (2000) adjunctive appraisal outcomes suggested that compassion
towards the participant population and their experiences was universally apparent and that all
studies were coherent, impactful and important.

The quality assessments did, however, highlight some limitations amongst the papers.
While ethical approval from recognised institutions was clearly stated, ethical issues were not
addressed in five reports', nor were the relationships between the researchers and their
participants in five of the studies®. While research evidences the importance of reflexivity
across all qualitative methodologies adopted by included papers (Braun and Clarke, 2018;
Josselson and Hammack, 2021; Smith et al., 2022), only three studies spoke to this process in
their reports® despite reflexivity being subjectively apparent to the present reviewers
throughout the papers. One paper did not have a formal recruitment strategy (Woods and
Springham, 2011), although this was addressed and considered within the study’s report and,
given its design and aims, was deemed by reviewers as not negatively affecting the value of
the research.

2.4.7 Data Items and Data Collection Process

The type of study, methodology, sample size, participant demographics, research
aims, findings, limitations, and relationship of the researcher(s) to the participants were
manually extracted from each included paper and tabulated.

2.4.8 Study Characteristics

" Adame (2011); Boyd et al. (2016); Huet and Holttum (2016); Lopez-Aybar et al. (2024); Woods and Springham (2011).

2 Boosma-van Holten et al. (2023); Boyd et al. (2016); Huet and Holttum (2016); Karbouniaris et al. (2022); Lopez-Aybar et
al. (2024).

3 Cleary and Armour (2022); Curry and Andriopoulou (2023); Turner et al. (2021).
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Of the included papers, four were from the United Kingdom (UK), three from the
United States, three from the Netherlands, and one from Northern Ireland. Included papers
explored the experiences of FTPs from a range of professional contexts inclusive of clinical
psychologists, trainee clinical psychologists, psychiatrists, art therapists, social workers,
nurses, counsellors and psychotherapists. Seven papers studied a specific FTP professional
group* and four papers studied the experiences of individuals across multiple FTP
professional groups®. One paper studied FTPs’ experiences associated with a specific mental
health difficulty: AN®. Qualitative methodologies varied and included IPA’, narrative
inquiry®, thematic analysis®, heuristic methodology'® and grounded theory'!. One paper
utilised mixed methods'? and two papers adopted a participatory action research approach in
their studies’ design'®. All studies were published in peer-reviewed journals.
2.4.9 Data Extraction Process and Synthesis Method

The data extraction process involved the collation and organisation of data from the
review’s included studies into a summary table (see Appendix E) informed by the Cochrane
checklist of items to consider for data extraction (Lasserson et al., 2021) and adapted to be
relevant to the present SLR’s subject matter. Findings from the review’s included papers were
synthesised thematically in accordance with Thomas and Harden’s (2008) methodology
(Table 4), permitting the researcher to integrate findings and develop a narrative. Thomas and

Harden (2008) acknowledge that their method for qualitative thematic synthesis is dependent

4 Boomsma-van Holten et al. (2023); Cleary and Armour (2022); Huet and Holttum (2016); Karbouniaris et al. (2023);
Lopez-Aybar et al. (2024); Turner et al. (2021); Wood and Springham (2011).

5 Adame (2011); Boyd et al. (2016); Curry and Andriopoulou (2023); Karbouniaris et al. (2022).

¢ Curry and Andriopoulou (2023).

7 Cleary and Armour (2022); Curry and Andriopoulou (2023); Karbouniaris et al. (2023).

8 Adame (2011).

® Boomsma-van Holten et al. (2023); Boyd et al. (2016); Huet and Holttum (2016); Karbouniaris et al. (2022).
"© Wood and Springham (2011).

" Turner et al. (2021).

12 Lopez-Aybar et al. (2024).

'8 Karbouniaris et al. (2022); Karbouniaris et al. (2023).
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Table 4

Synthesis Method (Thomas and Harden's (2008) Method for Thematic Synthesis)

Stage of Synthesis

Analytical Process

Stage One

Stage Two

Stage Three

The PR immersed themselves in the retrieved papers by reading and re-
reading each study. Free line-by-line coding of each line of text within each
study’s findings was conducted by the PR by hand. Coding was inductive
with the intention of capturing the meaning and content of each sentence.
Through an inductive process, the PR organised the free codes into related
groups to begin constructing ‘descriptive themes’ of the studies’ findings.
This was actioned by looking for similarities and differences between the
codes in addition to considering the frequency of their occurrence. As
anticipated by Thomas and Harden (2008), this resulted in the development
of a tree-like hierarchical structure of overarching descriptive concepts and
nestled descriptive subthemes. These were reviewed by the wider research
team and agreed upon.

The PR developed analytical themes from the descriptive themes with a view
to more directly addressing the present review’s research question. This is
described by Thomas and Harden (2008) as ‘going beyond’ the content of
the original studies and considering their findings more broadly with a view
to developing higher order themes. This was an iterative process that
continued until analytical themes encompassed the descriptive themes of the
studies’ findings and considered the overarching experiences of the

population of interest according to the retrieved evidence.
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upon the judgement of the reviewers and is, therefore, a subjective process. For example, the
authors’ methodology does not require a theme to be present within a particular proportion of
a review’s included papers in order for it to be endorsed. Instead, Thomas and Harden (2008)
require that a review’s final analytical themes should encompass all initial codes and
descriptive themes that are relevant to its research question, irrespective of the number of
included papers that they are found within. While this methodological requirement is, in a
sense, objective, the initial coding and subsequent descriptive themes themselves are reliant
upon the reviewer’s own interpretation of the included papers, introducing subjectivity.

Thomas and Harden (2008) advise that, in the context of this inevitable subjectivity,
reviewers prioritise grounding their thematic synthesis in the contexts and contents of their
review’s included papers. This is with the intention of supporting the development of
analytical themes that remain ‘faithful to the cases from which they were developed’
(Thomas and Harden, 2008). The authors recommend that this is pursued through the use of
multiple reviewer perspectives at all stages of synthesis. As such, all analytical stages of the
present SLR were reviewed, discussed with- and approved by- the PR’s wider supervisory
team.

In accordance with Thomas and Harden’s (2008) methodology for thematic synthesis,
the development of the review’s analytic themes sought to build upon the identified
descriptive themes (themes that had stayed close to the contents of the included studies,
reflecting their similarities and differences) and ‘move beyond’ them with a view to
addressing the research question. Thomas and Harden’s (2008) methodology does not have
formal requirements for analytic theme construction beyond the need to pursue higher order
themes, nor does it include a formal process. Instead, this process embraces the decision-
making of the reviewer, encouraging them to make inferences that are rooted in the contents

and context of the original studies (Thomas and Harden, 2008). In the context of the present
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review’s experience-focused research question, inferences were made based upon the
frequency with which experiences occurred, the emotional weight given to those experiences
(based upon the language used to describe the experiences, the contexts surrounding the
experiences, and the nature of the experiences themselves), similarities between experiences,
potential connections between experiences, points of divergence between experiences, and
the meaning given to the captured experiences in the included studies.
2.5 Synthesis of Results

Thematic synthesis resulted in the generation of two overarching themes (Table 5).
For ease of distinction, participant quotes are indicated in italics and quotations from the

researchers’ reports are indicated in single quotation marks in the present review.

Table 5

Summary of Results: Analytical Themes

Analytical Themes Subthemes

The Difficulties of Navigating the Othered: Being Positioned as ‘Them’.
Dichotomy, ‘Us vs. Them’ Professional Culture: The Expectations of Being
(Professionals vs. Clients). with ‘Us’.
Not Belonging: The Paradox of Being both ‘Us’
and ‘Them’.
The Disclosing of LEs: Feeling Fearful and
Unsafe.
Harnessing Experiential Knowledge. A New, Complimentary Knowledge.
The Drive for Stigma Resistance.
Continuously Learning how to Harness

Experiential Knowledge.
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The Difficulties of Navigating the Dichotomy, ‘Us vs. Them’ (Professionals vs. Clients)

All of the present review’s retrieved studies captured participant experiences of
navigating the socially constructed divide between mental health professionals and clients as
individuals whose experiences encompassed both groups’ identities.

Othered: Being Positioned as ‘Them’

Ten studies captured participant experiences of anticipating- or enduring- being
othered by their professional colleagues and the systems surrounding them due to their FTP
status. Many participants shared experiences of their colleagues perceiving them as holding
client-like qualities despite their professional positions, and subsequently treating them as
though they were “other” and “inferior” (Huet and Holttum, 2016). Karbouniaris et al.
(2022) captured FTP experiences of being looked down upon by their colleagues due to their
LEs, and Huet and Holttum (2016) captured experiences of colleagues doubting FTPs’ ability
to professionally ‘cope’ because of their LEs. Cleary and Armour (2022) similarly captured
FTP experiences of their LEs being perceived by their colleagues as a ‘liability’, and Curry
and Andriopoulou (2023) found experiences of FTPs’ experiential knowledge being
perceived by their colleagues as “alarm bells” relating to their competence and ability to
work professionally.

Lopez-Aybar et al. (2024) found that their participants had witnessed psychologists
othering individuals with LEs, inclusive of FTPs. For some participants, this dissuaded them
from disclosing their own LE to their colleagues and supervisors or seeking support. One
participant shared: “I feel that they would see me as unstable and not worthy of getting my
doctorate”, suggestive of having experienced their profession conceiving LEs as making one
innately unreliable, unpredictable, and undeserving of access into the profession. Participants

in the same study shared experiences of being “disregarded”, mocked and “gossiped” about
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by colleagues due to their LEs in similar ways to which the same study’s participants
experienced their colleagues discriminating against their clients.

Three studies captured contrasting participant experiences of sharing their FTP status
with professional colleagues as feeling supportive and inclusive, although these experiences
were notably sat alongside other, less positive experiences of being othered by some other
colleagues. Karbouniaris et al. (2023) found that some participants valued sharing their
‘patient identity’ and found that this eased feelings of shame and associated emotional
burdens. Other participants within the same study, however, found that sharing their LEs with
colleagues resulted in the perceived devaluation of their professionality and subsequent
stigmatisation. Three participants from Curry and Andiopoulou (2023) recalled their FTP
status being respected and their LEs being consulted by some of their colleagues, although
those same participants also held experiences of being stigmatised by other colleagues.
Lopez-Aybar et al. (2024) captured some participant experiences of feeling unconditionally
accepted, celebrated and supported by their colleagues after sharing their LEs, but with the
notable caveat that those participants felt this was because their LEs were not considered
“severe enough” for them to be subjected to stigmatising attitudes.

Professional Culture: The Expectations of Being with ‘Us’

Ten studies reported participant experiences of navigating mental healthcare
professional culture and its expectations as individuals with LEs. Boosma-van Holten et al.
(2023) discussed the professional cultural values held by their participants’ profession, noting
that psychiatrists’ professional identity is carved from the high expectations the clinicians
were required to have met from a young age in order to access their professional training. The
researchers noted the professional culture’s condemnation of colleagues who cannot work to
the expected norm and its subsequent othering of individuals who are perceived as lacking

“psychological strength”. They found that FTPs were required to “accommodate the
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profession[al culture] ” in order to gain entry into it, often necessitating the masking of their
LE-selves. Lopez-Aybar et al.’s (2024) FTP participants spoke to experiencing their clinical
psychology colleagues as positioning themselves as “all-knowing, infallible experts” and
conceptualising the LEs of FTPs as a “weakness” innate to the individual that was indicative
of “incompetence”. One participant shared, “psychologists act like it’s impossible that a
mentally ill person could be sitting in the room with them, not as a client, but as a
colleague”, suggestive of experiencing exclusivity and mental health perfectionism within
the profession. Participants across these ten studies experienced their LEs being framed by
colleagues as “morally undesirable” and therefore something in need of “masking”,
“concealing”, or “hiding”.

Turner et al.’s (2021) participants shared feelings of embarrassment and shame around
acknowledging ongoing experiences of mental health difficulties as FTPs due to
contemporary professional cultural expectations, with one participant alluding to the
emotional weight of professional expectations when sharing, “you feel like you should not
have these sorts of problems if you are a trainee clinical psychologist.” Karbouniaris et al.
(2023) similarly described a ‘cultural norm’ in psychiatry of ‘not be[ing] open about LEs’.
Boyd et al. (2016) captured experiences across a range of mental health professional contexts,
finding that the wider “culture is still to hide” experiential knowledge. For some participants,
being a part of the mental health professional culture required the acceptance of an absence of
understanding or, in some cases, tolerance from colleagues. One participant shared, “/ have
to deal with the lack of knowledge and support from my direct manager”, echoing Boosma-
van Holten et al.’s (2023) finding that FTPs are required to accept and adapt to the existing
mental health culture in order to work within their respective professional fields. A
participant from Curry and Andriopoulou (2023) reflected upon their experiences of their

profession’s expectation that their LEs go unspoken, and shared, “it makes me sad if I think
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that people wouldn 't want me as a whole”; further alluding to the exclusivity of mental health
professions and the cultural expectation that FTPs conceal or withhold their LE-selves in
order to be seen as professionally desirable or acceptable.

Participants across multiple studies held experiences of being described by colleagues
as “exhibitionistic” (Karbouniaris et al., 2022) or “acting out” (Karbouniaris et al., 2023) for
speaking to their LEs in professional settings. Karbouniaris et al. (2023) found that
participants experienced openness about their experiences being viewed by colleagues as
‘violating professional codes of conduct’, contrasting with the experiences of participants
from Turner et al. (2021) who saw their openness as a professional responsibility to ensure
that they were appropriately supported, supervised, and practicing safely: “It was very clear.
It was my professional duty to disclose”. Cleary and Armour’s (2022) participants spoke to
the ‘moral dilemma’ — the moral injury — inherent to being an FTP due to the silencing of
their LE knowledge and the knowledge that they represent a professional culture that can
cause harm. This moral injury was also recognised in Adame (2011).

Not Belonging: The Paradox of Being both ‘Us’ and ‘Them’

Three studies captured participant experiences of holding both professional and client
identities and yet feeling that they did not belong with either group. Some participants held
experiences of finding that they were rejected by both their clients and their colleagues due to
their FTP status, and all three studies captured experiences of not belonging and struggling
with one’s identity.

‘Roisin’, a participant from Cleary and Armour’s (2022) study shared:

“You re always balancing this idea of being both a survivor and a
practitioner... but in that moment, I don t know, it was like I was somehow

both a survivor and practitioner and yet neither at the same time.”
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Roisin describes her dual identity — her FTP status — as something different to the sum of its
survivor and practitioner parts, and conceptualises it as something different. This ‘both yet
neither’ paradox is echoed by participants in Karbouniaris et al. (2022), one of whom shared
experiences of personal pride yet professional shame in being an FTP, suggestive of an
internal conflict and stigma resulting from their FTP status. In contrast, a participant from
Adame (2011) expressed a level of both personal and professional comfort in their FTP and
survivor statuses, but noted that navigating the coming-together of their dual identity was
“not easy”. This participant spoke to their experience of their professional status leaving their
clients unable to see past their title and trust in their experiential knowledge:

“By identifying as a therapist, you re already suspect with a lot of the

survivor people. Because they 've been so wounded by mental health

professionals. That they just automatically distrust.”
For several of Adame’s (2011) participants, their dual identity as professionals with lived
experience of mental health difficulties and iatrogenic harm (described as ‘psychiatric
survivor’ status in the context of the study) left both their colleagues and their clients feeling
suspicious and mistrusting of them. The study’s participants shared experiences of their
clients feeling unable to accept their shared survivor status due to their position as a mental
health professional. The study’s participants empathised with this, noting that, “a lot of us
came to this profession because of our own woundings”, yet that, “we are still mental health
professionals who buy into the system that employs us.” Adame (2011) noted that FTPs with
experience of iatrogenic harm can therefore find it difficult to find their place within the
mental health system due to their dual identity, leaving them feeling isolated and with a sense
of not belonging. This finding was shared by Cleary and Armour (2022), where participants
voiced the difficulties they experienced when attempting to balance their dual identity as both

a service user and a practitioner. This study’s participants described a ‘fluctuating sense of
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self’, whereby their ‘patient’ and ‘professional’ identities would step back and forth in
salience in turn. One study, Karbouniaris et al. (2022), captured FTP experiences of tension
from the peer workforce due to being perceived as encroaching on ‘their field of expertise’
and navigating worries about being associated with the peer workforce and the difficulties
they perceive their profession as being associated with, suggestive of a divide within the
dual-experienced community.
The Disclosing of LEs: Feeling Fearful and Unsafe

Participants across all retrieved studies shared experiences of fear and unsafeness
around the sharing of their LEs with their colleagues. Turner et al. (2021) described this as
fear of the ‘consequences’ of disclosure. Multiple studies captured the silencing nature of the
fear experienced by their participants, with one participant sharing, “fear [of professional
repercussions] kept my mouth shut” (Huet and Holttum, 2016). Participants often shared
experiences of fearing “punishment” due to their FTP status (Boyd et al., 2016; Karbouniaris
et al., 2023; Lopez-Aybar et al., 2024). Turner et al.’s (2021) participants shared fears of
being perceived by their colleagues as “weak” if they were to share their LEs, associating
this with their experiences of their profession and its antithetical conceptualisation of mental
health difficulties. Lopez-Aybar et al.’s (2024) participants similarly spoke to witnessing their
colleagues holding stigmatising beliefs about individuals experiencing mental health
difficulties, leaving them feeling fearful of sharing their own LEs. The study’s participants
recalled witnessing their colleagues discriminating against their clients, dehumanising them
in treatment, addressing them with condescension, diminishing their autonomy and punishing
them by denying them access to services (Lopez-Aybar et al., 2024). Lopez-Aybar et al.’s
(2024) participants found this witnessed discrimination both distressing and silencing,
leaving them fearful of being treated in the same way should they speak to their own

experiences.
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For those participants who held experience of sharing their FTP status with
colleagues, some shared experiences of subsequently being cautioned to conceal their LE and
dual identity so as to avoid professional rejection and loss of professional status (Huet and
Holttum, 2016; Lopez-Aybar et al., 2024; Turner et al., 2021). Turner et al.’s (2021)
participants spoke to their desire to be seen as ‘a good trainee’ by their peers and how, in
some cases, this dissuaded them from speaking to their experiences. Such experiences were
alluded to by Boyd et al.’s (2016) participants, one of whom advised, “use good judgement
about sharing your personal history with others [colleagues]. Not everyone is your ally.” On
the subject of disclosure, another of the study’s participants noted, “I am still very cautious. 1
have not seen many positive outcomes and there are many potentially negative outcomes.”
One participant shared this experience of feeling unsafe yet challenged their need to accept
this, alluding to strength in numbers, sharing, “there are a lot of us”’, and advocating, “we
need to share our experience and use our success coupled with a loud voice. Stigma will
never end unless or until we all do.”” A participant from Boomsma-van Holten et al.’s (2023)
study spoke to their fear of the permanence of sharing their LE and possible consequences
despite their belief in the value of their disclosure: “the misery is that, once I have said it, [
cannot turn back.”

Harnessing Experiential Knowledge

Participants across ten studies shared their experiences of utilising their LEs in their
professional work. The eleventh study reflected upon how the participant’s LEs has changed
their understanding of their professional role. Described in Boosma-van Holten’s (2023)
study as the “harnessing” of experiential knowledge, this theme encompasses both
participants experiences of the value of their LEs and what they have learned through their
experiences of utilising them to inform their practice.

A New, Complimentary Knowledge
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Participants across all included studies acknowledged holding two types of learned
knowledge; knowledge acquired through their training and professional practice, and
experiential knowledge learned through their LEs. Participants across a number of the studies
considered their experiences of the differences between their knowledge sets, and described
their experiential knowledge as something novel, valuable, and both different and
complimentary to their professionally acquired knowledge.

A participant in Karbouniaris et al.’s (2022) study described their LEs as an “intuitive
and embodied knowledge [ ...] a very powerful tool!”, suggesting both that their experiential
knowledge felt different to their professionally acquired knowledge — that it was not just held
differently in their body but that it was instinctive and visceral — and that they experienced it
as a valuable, practical therapeutic tool. Similar experiences of experiential knowledge as a
powerful, visceral compliment to their professional knowledge were shared by participants
across the included studies. Adame (2011) described their participants’ experiences of their
experiential knowledge as ‘organic’ and forming the foundations for their professional work.
This experience was shared by participants in Curry and Andriopoulou (2023), who described
their LEs as enabling a “frue understanding” of AN that could not be achieved through
professional learning alone. Participants from Boosma-van Holten et al. (2023) similarly
found that their experiential knowledge provided them with a greater ability to ‘understand
the [client’s] problem’. Boosma-van Holten et al.’s (2023) and Turner et al.’s (2021)
participants experienced their clients’ stories as more central for them than for their
colleagues, who seemed to focus on ‘fixing’ their clients’ difficulties rather than sitting with-
and respecting- difficult emotions. Cleary and Armour (2022)’s participants similarly shared
experiences of their LEs fostering connectivity between them and their clients within a
“disconnected system”, referencing their dual experiences of the systemic difficulties

inherent in mental healthcare systems today.
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Participants across the majority of studies shared experiences of their experiential
knowledge providing them with new, different levels of compassion for- and connection
with- their clients. A participant from Boomsma-van Holten et al. (2023) described their
experience of, “sitting opposite someone [a client] who is just like me, knee-deep in mud and
has to get through the viscousness of existence”, suggestive of a deeper level of experiential
connection and a more balanced distribution of power in the therapeutic relationship. This
echoes experiences captured in Karbouniaris et al. (2022), which were described as a ‘felt
understanding’ between FTPs and their clients. Participants from two studies shared
experiences of their experiential knowledge going unspoken yet being innately recognised by
their clients (Boosma-van Holten et al., 2023; Karbouniaris et al., 2022). Boomsma-van
Holten et al. (2023) associated such shared experiences between FTPs and their clients with
higher degrees of collaboration during treatment and more quickly established therapeutic
relationships. This was also captured in Woods and Springham (2011), which reflected upon
AW’s experiences of the assumptions made by the professionals involved in her own care and
how her own professional assumptions had shifted based on her recent LEs. Participants
described the role of their experiential knowledge as “powerful”” (Boosma-van Holten et al.,
2023; Cleary and Armour, 2022; Curry and Andriopoulou, 2023; Karbouniaris et al., 2022).
Boosma-van Holten et al.’s (2023) participants additionally shared experiences of being able
to detect the early signs of symptoms in their clients due to their LEs. For some participants,
their experiential knowledge served to strengthen their competence: “I am more competent to
treat certain populations because I have a deeper understanding of the experience of having
the diagnosis” (Lopez-Aybar et al., 2024).

Other participants considered the coming-together of their learned (through training)
and experiential (learned through LEs) knowledges. A participant from Adame (2011)

adopted the metaphor of a tree for their professional practice; their LEs of mental health
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difficulties and iatrogenic harm were the roots and the trunk of the tree. In contrast, their
professional learning was the leaves that continuously changed colour and were shed with the
passing of time. This metaphor suggests that their LEs provided a groundedness, consistency
and stability from which their professional growth was enabled; a growth that was marked by
the cyclical shedding and learning of new clinical concepts.

Several studies also captured FTP experiences of their combined knowledges being
meaningful on a personal level. A participant from Cleary and Armour’s (2022) study shared
that their, “theoretical knowledge gave structure to my inner world and a language with
which to express it, and I found this to be really powerful.” Boyd et al. (2016) and Curry and
Andriopoulou (2023) similarly reported participant experiences of finding personal pride and
strength through their combined knowledges.

The Drive for Stigma Resistance

Across ten studies, participants shared experiences of sharing their LEs as acts of
activism and stigma resistance. This stigma resistance was sometimes described by
participants as both a personal and professional responsibility (Boomsma-van Holten et al.,
2023; Cleary and Armour, 2022; Curry and Andriopoulou, 2023; Lopez-Aybar et al., 2024),
although participants also shared experiences of stigma resistance bearing both personal and
professional risk (Adame, 2011; Boomsma-van Holten et al., 2023; Cleary and Armour, 2022;
Curry and Andriopoulou, 2023; Lopez-Aybar et al., 2024; Turner et al., 2021). Some
participants reported experiencing a “drive to advocate” for others experiencing mental
health difficulties (Huet and Holttum, 2016), and a “drive to enhance therapy accessibility”
for future clients (Cleary and Armour, 2022). Adame (2011) captured experiences of feeling
driven to challenge ‘“vile, mainstream stigma” and utilising experiential knowledge to

challenge systemic oppression: “I know what that s like... dealing with the system.”
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Karbouniaris et al. (2023) and Boomsma-van Holten et al. (2023) described
participants’ experiences of their LEs as catalysts for openness within psychiatry’s
professional culture capable of stimulating destigmatisation. Similarly, participants in
Karbouniaris et al. (2022) experienced their FTP status as facilitative of professional cultural
change. Karbouniaris et al.’s (2022) participant alluded to their sharing of their LEs with
colleagues as a form of cultural activism:

“After I started talking openly, a few colleagues individually shared details

from their personal lives, which I appreciate because if we want to realise a

broader climate change, more openness and safety are vital.”
Boomsma-van Holten et al. (2023) found their participants were ‘driven’ to destigmatise and
stand-up against injustice within their professional teams while advocating for the importance
of experiential expertise and the centring of patient experiences in psychiatric practice.
Multiple studies captured FTPs’ experiences of being ‘evidence of recovery’ (Boyd et al.,
2016) and challenging misconceptions held by colleagues that recovery was futile (Lopez-
Aybar et al., 2024). Turner et al.’s (2021) participants spoke to using their LEs to influence
narratives around mental health. Participants from Lopez-Albar et al. (2024) and Boyd et al.
(2016) described finding strength and pride in their acts of stigma resistance through the
sharing of their LEs.
Continuously Learning to Harness Experiential Knowledge

Six studies captured participant experiences of learning to harness experiential
knowledge in their professional practice. While the majority of participants found their LEs
to be valuable in their professional practice, participants also spoke to the difficulties they
encounter due to a lack of training and support as to how best to integrate their
complimentary knowledge base into their clinical work. All six studies described this learning

as a continuous, ongoing process as a result.
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A participant from Lopez-Aybar et al.’s (2024) study shared: “I think my experiences
will make me more credible, authentic, and empathetic as a clinician, but without proper
training and supervision that acknowledges and supports this, it’s a lot harder to integrate
into my work.” This was an experience echoed across multiple studies. Turner et al. (2021)
found their participants were left questioning whether their LEs were professionally
acceptable due to the absence of any model for speaking to those experiences in supervision
or reflexive spaces, let alone within their clinical work. Participants from Karbouniaris et al.
(2023) shared experiences of finding professional spaces such as peer supervision and
reflexive practice groups “superficial”’, despite ostensibly being facilitated to support
reflection and professional development. Karbouniaris et al. (2022) associated the lack of
spaces in which to explore dual experiences of mental health difficulties with systemic
challenges arising from the risk aversity of the western medical model of mental healthcare.
Boosma-van Holten et al. (2023) associated the same lack of safe, meaningful spaces within
which to reflect on LEs with systemic challenges of organisational culture, inclusive of rapid
staff force changes that prevent the growth of open, safe and stable professional teams. This
experience was echoed by participants in Karbouniaris et al. (2023), some of whom
experienced their LEs as ‘burdensome’ because they had not been taught how to navigate
them during training.

Participants from Adame’s (2011) study shared experiences of encountering
difficulties harnessing their experiential knowledge in their client work. Ron shared his
experience of a client questioning his clinical competence after reading about his LEs online.
Participants also spoke to experiences of “mistakes” (Adame, 2011) they made and learned
from when finding ways of harnessing their experiential knowledge in practice. Participants
from Adame (2011) and Boosma-van Holten et al. (2023) spoke to experiences of

overidentifying with a client, in addition to experiences of boundaries becoming difficult due
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to therapeutic relationships feeling ‘too powerful’ (Boosma-van Holten et al., 2023), feeling
as though they are working outside their professional role, ‘missing the mark’ (Adame, 2011),
and unintentionally invalidating clinical constructs that their clients found useful.

2.6 Summary of Evidence and Implications for Clinical Practice and Research

2.6.1 Summary of Evidence

The present SLR identified two overarching themes surrounding the experiences
shared by the participants of the retrieved studies: navigating the dichotomy between ‘us vs.
them’ and harnessing experiential knowledge. These wider themes encompassed a range of
emotional and practical experiences. FTPs’ emotional experiences included feelings of being
othered, stigmatised, fearful, unsafe, deconstructed, left with a sense of not belonging,
bearing weight of professional cultural expectations and, in some cases, included and
unburdened. Practical experiences included encountering difficulties utilising experiential
knowledge in the absence of practical support within the mental healthcare system, the drive
for stigma resistance, and navigating the decision as to whether to disclose their LEs as
professionals.

While the findings of the present review suggest that FTPs’ combined experiential
and academic knowledges are valuable to their fields and individual practices (as found by all
included papers), they also suggest that the population routinely encounters and subsequently
braces themselves for discrimination, stigmatisation, and “punishment” for their dual identity
(as found by ten of the eleven included papers). There was a high level of experiential
consistency across all papers, despite the studies being conducted across different western
countries, recruiting FTPs from a broad range of professional backgrounds, recruiting FTPs
with a broad range of experiences of mental health difficulties, representing FTP experiences
as captured in research over the span of a decade, and focusing on different aspects of FTPs’

experiences. This review’s findings suggest that FTPs experience their dual identity and LE-



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 62

informed work as something they are proud of, value, and want to nurture, but that these can
also feel like personal and professional burdens when their training needs go unmet and they
feel silenced by their professional cultural contexts and fearful of discrimination. The
universality of experiences captured by the included papers may be suggestive of a systemic
misunderstanding, devaluing, and stigmatisation of LEs within mental health professional
contexts; FTPs’ experiences of both being harmed by- or fearing harm from- their colleagues
and witnessing the harm their colleagues cause to their clients may be indicative of an
antithetical culture of mental health discrimination amongst mental health professionals, as
identified in wider literature (eg. Hamilton et al., 2016; Vistorte et al., 2018). FTPs
experiences of being neither the ‘us’ nor ‘them’ of the reported professional-client paradigm
were experienced by some participants as situating them between the two groups, holding
insight into both yet belonging to neither, embodying different skills and, in some cases,
differing values.

While unrelated to the analytical themes that arose from the review itself, the process
of searching for and retrieving relevant papers might also be considered as having revealed
some valuable findings. Seventeen papers, written by FTPs as either first-person narratives,
letters to editors, or opinion pieces were excluded from the present review due to falling
outside its inclusion criteria; inclusion criteria sought empirical research studies adopting
clear qualitative methodological procedures with a view to ensuring its findings were of a
good quality (CASP, 2018; Yardley, 2000). It should be noted that, while those 17 papers did
not meet the present SLR’s inclusion criteria, the experiences they speak to are empirical in
the sense that they are based on LEs (APA, 2025), and those experiences must not be
considered less valuable due to how their authors elected to share them. This does raise the
question, however, of why the FTP subset of the dual-experienced community seems to

favour the sharing of their experiences in more narrative formats as opposed to more
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traditionally methodologically informed empirical studies. While it is outside the remit of the
present review to answer this question, it is a question that the dual-experienced research
community might consider reflecting upon as it continues to build an evidence base relating
to the population. The present findings align with experiences shared within FTP first-person
narrative publications. Friesen (2022), a psychiatrist, found that their LEs of bipolar disorder
provided them with a “deeper insight” into the experience of psychological crises and now
enables them to reduce the stigma and shame experienced by their clients and their families
through their experientially-informed empathy and patience. Also analogous with the present
findings, Bhattacharya (2022), a psychologist, shared how their LEs of clinical depression led
them to fear professional and societal stigmatisation, and to advocate for interdisciplinary
reflexive learning relating to the empowerment of clients as opposed to “mere symptom
amelioration”. Vierthaler (Vierthaler and Elliott, 2022) was warned against disclosing their
mental health difficulties to colleagues by professional peers and their treatment providers
due to the risk of loss of professional status, and found support in their “battle buddy” — a
professional ally who supported them to navigate their FTP status amidst their professional
culture. However, like Friesen (2022) and Bhattacharya (2022), Vierthaler and Elliott (2022)
reported Vierthaler’s drive to fight the mental health stigma and discrimination experienced
by both FTPs and clients.

The present findings similarly align with quantitative and non-experientially based
FTP studies suggestive of the systemic stigmatisation of FTPs. For example, Boyd et al.’s
(2016) American study regarding state psychology licensure questions about mental illness
found that several states assumed diagnosis was synonymous with impairment or imposed
indefinite timeframes that did not recognise the possibility of recovery or remaining
competent whilst living with a mental health difficulty, inherently stigmatising and

discriminating against FTPs. Similarly, Harris et al.’s (2022) survey of 40 FTPs, 35 reported
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experiencing workplace bullying either presently, historically, or both; significantly higher
than rates for the wider mental health professional workforce suggestive of the othering
experienced by FTPs as found in the present review.

The present findings also align with studies exploring the experiences of the peer
workforce — another subset of the dual-experienced workforce. Such studies similarly
captured experiences of occupying the liminal space between service provider and service
user, neither feeling wholly service user nor wholly staff, and of peer support workers
struggling to navigate the balance between sharing their LEs and self-preservation (eg.
Gillard et al., 2013). Research also captures peer support worker experiences of assuming
their role through a perceived ‘moral obligation’ to help others with their experiential
knowledge, and the difficulties and learning curves that they encounter in their work (eg.
Gillard et al., 2022). Research further suggests that the peer support workforce commonly
encounters tension and difficulties with clinical professionals (eg. Otte et al., 2020). To the
best of the present reviewer’s knowledge, research has not yet directly explored the
similarities and differences between the experiences of FTP and peer support subgroups of
the dual-experienced population, although existing literature appears to suggest that they hold
some overarching, shared experiences of feeling driven to stigma resistance, finding personal
and professional value in their LE-informed work, and encountering stigma due to their dual
relationship with mental health difficulties.

Of note, the process of searching for the present SLR’s included studies highlighted
notable inconsistencies in the use of language and the signposting of adopted methodologies
in papers’ titles, abstracts and keyword codes within the FTP field of research. While it may
be that FTP researchers are carefully considering the languaging of their publications and
perhaps utilising their participants preferred terminologies (for example, Adame (2011)

adopted the term ‘survivor-practitioner’ whereas Lopez-Aybar et al. (2024) adopted the term
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‘prosumer’, both of which have been utilised to refer to the wider dual-experienced
population, inclusive of the peer workforce, in wider literature (eg. Aikawa and Yasui, 2017)),
the FTP field of study might consider working towards a shared language with a view to
enabling a clearer, shared understanding of the dual-experienced population and its subgroups
in research. This is not with the intention of fissuring the dual-experienced community, but
rather advancing the ability of research to capture the richness of experiences, needs and
value that the population encompasses.

This review highlights a paucity of empirical qualitative research exploring the
experiences of FTPs, and, to date, those that have been conducted are spread across multiple
mental health fields and professional contexts. The data captured by this review’s included
studies suggest FTPs’ dual knowledge and experiences are valuable and illuminate
underexplored difficulties within mental health treating systems, yet that they remain
understudied along with, albeit to a marginally lesser degree, the wider dual-experienced
population.

2.6.2 Critical Evaluation

The present review is limited in that it only included papers utilising qualitative
methodologies. While this felt important given that the evidence base relating to FTPs is
currently predominantly qualitative in nature and the field of research is still in its infancy,
this meant that quantitative papers that might have contributed to the review’s understanding
of the experiences of FTPs were excluded. Such papers may provide valuable contextual data
that contribute to a broader understanding of this population’s experiences. Additionally, the
present SLR does not capture the experiences of FTPs which are shared within first-person
narrative articles, editorial and opinion pieces, and which may provide further thematic

considerations. The present SLR did, however, retrieve 11 studies of a good quality (CASP,
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2018) that had researched the FTP population, inclusive of a wide range of FTP professional
and mental health difficulty experiential contexts.
2.6.3 Implications for the Present Study

The experiences of the included studies’ participants suggest that FTPs’ combined
professionally learned and experientially acquired knowledges provide them with a unique,
organic, felt, and shared understanding of their clients. The present review has contributed
FTPs’ shared experiential themes, as captured within existing empirical qualitative research,
to research’s understanding of the FTP subset of the wider dual-experienced population. The
findings from the present review echo those arising from studies of the experiences of the
peer workforce subset of the dual-experienced population — the subset upon which the
majority of existing research relating to dual-experienced individuals is based. This suggests
that the wider dual-experienced population may share common experiences of encountering
stigma and discrimination, finding strength and pride in their experientially-informed work,
and utilising their professional and LE knowledges to inform their work, their understanding
of mental health treating systems, and acts of stigma resistance intended to improve mental
health systems’ understanding of LEs of mental health difficulties (as found by the present
review and as suggested in peer workforce research: eg. Gillard et al., 2013; Gillard et al.,
2022). FTPs, like the peer workforce, report experiencing themselves as sitting outside the
‘them’ and ‘us’ socially constructed divide observed between mental health professionals and
their clients. While this evokes a sense of unbelonging and otherness (eg. Gillard et al., 2013;
Cleary and Armour, 2022), studies suggest that this enables them to view mental health
systems from a different position, witnessing them from a different perspective (eg. Adame,
2011) and with a lived awareness of systemic mental health stigma (eg. Karbouniaris et al.,
2022). While the FTP and peer workforce subsets of the dual-experienced population also

hold experiences unique to their subgroups (eg. Karbouniaris et al., 2022), research appears
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to suggest that approaching both groups to learn of their experiences with a view to
elucidating a phenomenon (in the case of the present project, PTT in AN) as studies have
done to date (eg. Curry and Andriopoulou, 2023) would be meaningful at this stage given the
homogeneity of their overarching experiential themes and the unknown IWDEAN population

size.
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3.0 Empirical Study
3.1 Overview

This chapter will outline the rationale, aim and research questions for the present
study.

3.2 Rationale for the Present Study

High rates of PTT are well documented in AN research and present a significant
barrier to effective treatment and prognosis (Vincenzo et al., 2022). Recent studies have
begun to explore PTT through the lived and living experiences of IWAN and have called for
further qualitative investigation of the phenomenon as a crucial means of addressing
knowledge gaps on the subject (Mahon, 2000; Vinchenzo et al., 2022). There remains,
however, a broader, notable disconnect and paucity of shared understanding between those
with lived or living experience of AN and some professionals and researchers (Music et al.,
2021), and AN researchers have called for a new, adjunctive approach and lens through
which to elucidate PTT (Bulik et al., 2015; Forbes, 2020).

An ever-expanding body of evidence is showing that lived experience perspectives of
mental health difficulties are not only valuable for, but necessary when thinking about service
development, improving care, embodying hope, normalising experiences, and constructing
treatment approaches (Beames et al., 2021; Conchar & Repper, 2014; Curry & Andriopulou,
2023; Repper & Carter, 2011; Zerubavel & O’Dougherty-Wright, 2012). Voices of dual
experience — those holding both personal and professional expertise of AN - remain
underrepresented in AN research to date (Curry & Andriopoulou, 2023; Victor et al., 2022)
and have yet to be included on the subject of PTT. This dual-experienced lens has the
potential to bridge the divide between those with and without lived or living experience of
AN and contribute a novel perspective to a field where the need for a greater understanding

of barriers to successful treatment is ever increasing (Bulik et al., 2021; Curry and
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Andriopoulou, 2023; Victor et al., 2022). INDEAN are in the unique position of being able to
draw upon both personal and professional expertise of the illness when providing care,
improving services and reflecting upon their experiences (Curry and Andriopoulou, 2023);
qualities that researchers have recognised as an adjunctive asset to the understanding of the
lived experiences of illnesses (Victor et al., 2022).

The present study therefore explores INDEANSs’ experiences of PTT. It was
anticipated that the present study’s findings could help to inform narratives around PTT in the
context of AN and address the gap caused by the paucity of dual experiences in current AN
literature and discourses. Key definitions adopted in the context of the present study are
provided in Table 6.

3.3 Research Aim

The present study aimed to explore in depth how IWDEAN experience(d) PTT.
3.4 Research Questions

- How do IWDEAN make sense of their experiences of PTT?

- What meaning do IWDEAN give to their experiences of PTT?
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Table 6

Key Definitions Adopted in the Context of the Present Study

Term

Definition in the Context of the Present Study

‘Individual(s) with Dual
Experience of Anorexia
Nervosa’ (IwWDEAN)
‘Premature Treatment

Termination’ (PTT)

A person or group of people who have both personal experience of living with AN
and who have held a role providing treatment for others with AN, inclusive of the
peer workforce and FTPs (Curry and Andriopoulou, 2023).

The present study adopted an inclusive approach towards identifying experiences
of PTT, uniting existing conceptualisations of the phenomenon: an event or events
whereby an individual’s treatment ended earlier than planned (Wallier et al.,
2009); an event or events that may be patient-initiated and/or provider-initiated
(Sly et al., 2014; Wallier et al., 2009); an event or events that may mark the end of
treatment programme (eg. discharge from inpatient admission: Wallier et al., 2009)
and/or a particular aspect of a treatment programme (eg. discharge from individual
therapy in an outpatient setting where contact with other professionals (such as for
psychiatric review or medical monitoring) may remain ongoing: Jordan et al.,
2017); and/or a series of multiple events that occur during a person’s illness (Curry
and Andriopoulou, 2023). Allowing participants to conceptualise what ‘PTT’
entailed was a key aspect of the present study. This study was therefore also open
to definitions offered either directly by participants or through the analysis of their
experiences with a view to developing the conceptualisation of PTT and informing

future research into the phenomenon.
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4.0 Methodology

4.1 Overview

This chapter will outline the methodology utilised for the present study, detailing the
study’s design inclusive of ethical considerations, participant recruitment strategy and
participant demographics, the data collection process and information pertaining to the
interview schedule and interview approach, the nominated method of analysis and how this
was applied, and associated decision-making processes.
4.2 Design
4.2.1 IPA

This is a qualitative semi-structured interview-based study, where IPA was applied to
participants’ interview transcripts. It is a meaning-focused project (Smith, 1996), committed
to understanding the experiences and perspectives of the project’s participants. IPA centres
around the detailed examination of personal lived experience with a view to clarifying and
elucidating a phenomenon (Eatough and Smith, 2017). IPA utilises purposeful, largely
homogenous sampling (in the case of the present study, individuals with dual experience of
AN who have experience(s) of PTT) (Smith, 2009). Instead of seeking transferability, [PA
seeks to learn about the qualities of a particular experience as they are lived by an
experiencing subject (Eatough and Smith, 2017) rather than as prescribed by pre-existing
theoretical preconceptions (Smith and Osborn, 2015).

IPA adopts a phenomenological epistemological position, and its primary interest is in
a participant’s experience of the nominated phenomenon (in this case, PTT) and the sense
they make of it (Eatough and Smith, 2017). Richardson et al. (1999) illustrated this,
explaining that our nature or being as humans is not just something we find, nor is it
something we make; instead, it is what we make of what we find. As such, IPA understands

that people and the worlds they inhabit are socially and historically contextually bound and
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considers this throughout the analytic process (Eatough and Smith, 2017). The methodology
is committed to elucidating a phenomenon through the experiences of its participants, in
addition to being curious as to what can be learned from those experiences as they are lived
by an embodied socio-historically situated individual (Eatough and Smith, 2017). Eatough
and Smith (2017) describe IPA as resolutely idiographic, in that it seeks to understand a
phenomenon while maintaining the integrity of the individual; tentatively approaching
generalisability while remaining grounded in the participant’s individual, unique experiences
and the meaning they give to them. This can be seen through IPA’s use of small participant
sample sizes with a view to ensuring that each individual can be attended to individually —
idiographically — before comparative analysis of participant data is attempted (Eatough and
Smith, 2017).

IPA adopts an interrogative position to both its own findings and existing literature,
and IPA researchers acknowledge the inevitability of biases and assumptions when
conducting their research (Eatough and Smith, 2017). The methodology embraces the
understanding that experience is subjective, as experience is phenomenal as opposed to a
direct reality (Eatough and Smith, 2017). While IPA researchers are interested in entering and
understanding the lifeworld of their participants - the realm of immediate human experience
(Halling and Carroll, 1999) - from the perspective of the inherently reflective and meaning-
making individual, they are, themselves, inherently reflective and meaning-making
individuals (Smith et al., 2021). This double hermeneutic, which is central to the
methodology, illustrates how IPA’s analysis is inherently a synthesis of both the participants’
and the researcher’s sense-making (Giddens, 1986). IPA methodology acknowledges that, as
experiencing subjects themselves, researchers are inherently biased, and it harnesses these
assumptive stances through reflexivity, encouraging engagement with them to further their

understanding of their participants’ experiences (Smith and Osborn, 2015).



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 73

4.2.2 Limitations of IPA and Consideration of Alternative Methods

While IPA centres its participants’ experiences to elucidate a phenomenon (Eatough
and Smith, 2017), aligning with the PR’s epistemological stance, it should be noted that IPA
has received criticism for lacking robust standardisation, generalisability, and validity, and for
embracing the voice (and subsequently, the experiences) of the researcher (Tuffour, 2017).
This had led some researchers to challenge the methodology’s claims to capture, centre, and
deeply explore participants’ experiences, and consider the researcher’s subjectivity to be an
inherent flaw (Brocki and Wearden, 2006; Tuffour, 2017). Smith et al. (2009) acknowledged
that two IPA analysts may make different interpretations of the same source material, but
advocated for the embrace of the researcher’s role through the methodology’s underpinning
reflexive and bracketing practices. Oxley (2016) concluded that IPA embraces the importance
of individuals’ perceived experiences as they were lived and contributes meaningfully to
research through its thorough exploration of the accounts of small samples of expert groups.
In an article relating to the value of IPA, the British Psychological Society (BPS) described
lived experiences as the ‘very bread and butter of psychology’ (Reid et al., 2005) and
advocated for the value of the methodology.

Prior to deciding to proceed with IPA, the PR considered alternative methodologies
that aligned with their ontological and epistemological positioning with a view to ensuring
that their choice of analytical approach was appropriate for their research aims, questions,
insider researcher positionality and target population. Reflexive Thematic Analysis was
considered for this study due to its focus on meaning-making, which it views as inherently
context-bound (Braun and Clarke, 2022). Similar to IPA, it is a process requiring the
researchers’ reflexivity and immersion in their participants’ experiences and can be well-

suited to insider research (Braun and Clarke, 2022). Narrative Analysis was also considered
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for its focus on its participants’ meaning-making — storying - of their experiences and depth
of analysis (Josselson and Hammack, 2021).

Both alternative methodologies are often chosen for the richness of data that they
evoke and their use coding and interpretation, and they each carry similar limitations to IPA
regarding their generalisability and the risks associated with researcher subjectivity (Findlay,
2021; Josselson and Hammack, 2021). Research suggests that IPA’s idiographic approach,
however, combined with its smaller sample sizes permits the researcher to more deeply
immerse themselves in their participants’ experiences (Smith and Woodside, 2021); this felt
important, given the present participant population is currently underrepresented in research
and the field is in the early stages of studying this sometimes stigmatised population (Curry
and Andriopoulou, 2023). While Narrative Analysis closely examines the structure and
meanings of personal stories, IPA explores the subjective meaning-making processes behind
such experiences (Josselson and Hammack, 2021; Smith et al., 2009) — processes that the
present study hoped to explore. An additional consideration in the design of the present study
was that of potential recruitment challenges; while studies evidence that there is a population
of dual-experienced individuals in the context of AN, the stigma that dual-experienced
individuals can encounter is well-evidenced (Curry and Andriopoulou, 2023; Tay et al.,
2018). Therefore, concerns around confidentiality, while carefully considered and protected
against in the design of the present study, may have prevented prospective participants from
self-identifying. As the size of the IWDEAN population is also currently unknown, this
study’s design had to consider the potential for a very small number of participants coming
forwards. As such, the thematic saturation sought in Reflexive Thematic Analysis (Naeem et
al., 2024) may not have been achievable. It was therefore decided that IPA would be the most
appropriate methodology for the present study.

4.2.3 Ethical Considerations
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Ethical Approval. In accordance with the University of Hertfordshire (UH) policy
(UH, 2025) and the British Psychological Society’s (BPS) Code of Human Research Ethics
(BPS, 2021), ethical approval was sought from- and granted by- the UH Health, Science,
Engineering and Technology Ethics Committee with Delegated Authority (ECDA) following
the PR’s completion and submission of the UH Ethical Approval form. The present study’s
protocol number is LMS/PGR/UH/05844 (Appendix F). Deviations from- and non-
compliance with- the approved research proposal were not permitted without ECDA
approved amendments to the protocol. No changes to the research protocol were required
following approval and no further ethical approval was therefore sought.

Informed Consent. The project’s consent form (Appendix G) and participant
information sheet (PIS: Appendix H) were shared with prospective participants during the
initial correspondence phase, to ensure that their decision to proceed with their involvement
was as informed as possible. Participation in the project was entirely voluntary. Interviews
would not have proceeded if the participant had any concerns, and only proceeded when the
participant signed the consent form, confirming their understanding of their involvement in
the project. The consent form also invited participants to indicate whether they wished to be
informed of the outcomes and dissemination of the study and consent to their nominated

email address being retained for one-year post-research completion for this purpose.

A debrief form (Appendix I) was shared digitally via email with each participant
following completion of their interview and prior to terminating the Teams meeting,
signposting support services and outlining next steps. Participants were asked to verbally
confirm receipt of the debrief form prior to the meeting ending with a view to ensuring they
had access to the information it contained. Participants were informed both verbally and
through the consent form, PIS and debrief form that they could withdraw at any time prior

to, during, or up to two weeks following their interview, without needing to provide an
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explanation. There were no benefits to participation in this project.

Confidentiality and Data Management. Table 7 outlines confidentiality and data
management procedures followed during the present study. All data was handled in
accordance with GDPR (2018) and no data breaches occurred.

Potential Distress. Should participants have become distressed at any stage of their
involvement with this project, the PR would have adhered to the project’s distress protocol
(Appendix J), which was designed in accordance with Whitney and Evered’s (2022) guidance
for qualitative research. This protocol outlines the steps that the PR would take should a
participant have experienced distress. Contact details for support services were provided on
the PIS, which was shared with prospective participants prior to obtaining their consent for
their participation in the study. Contact details for complaints and concerns were shared via
the PIS and debrief form, including those for the project’s PS, the Doctoral College, and the
UH ECDA. All participant interviews were conducted between Mondays and Thursdays
between 9am and 4pm to align with the typical working hours that support services are most
widely available should a participant need to access them post-interview. This also aligned
with the working hours of the PR’s supervisory team so that they could seek their support and
guidance should the need arise during or immediately following an interview. No participants
expressed or reported experiencing distress at any stage of their involvement in the study.

The Research Team's EbE Consultant. An EbE Consultant was recruited to the
project’s research team via existing professional connections and invited to inform the
development and progress of this study. The Consultant wishes to remain anonymous.

4.2.4 Recruitment

This study aimed to recruit between five and ten participants in accordance with

Smith et al.’s (2021) guidance for doctoral level research and the UH Doctoral College

requirements for projects utilising IPA methodology for research in partial fulfilment of the
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Table 7

Confidentiality and Data Management Procedures

Procedure Followed

Consent Forms

Interview Recordings

Each participant’s signed consent form (a digital Microsoft Word document) was saved on the PR’s university OneDrive in its
own password protected folder named under the participant’s chosen three-digit unique identification code. The consent form
itself contained a note of the first three letters of the participant’s chosen pseudonym. No participant’s chosen pseudonym shared
its first three letters with another’s. This process was to enable the PR to accurately identify a participant’s data and destroy it
should they have chosen to withdraw within the two-week post-interview period while protecting their confidentiality and taking
preventative action against the potential for any data breaches.

Each participant’s interview was digitally audio-visual-recorded using the recording function of Microsoft Teams due to the
secure encryption of the platform (Microsoft, 2024). A backup digital audio recording (in case of any difficulties arising with the
Teams recording) was made using a password encrypted digital voice recording device that was not WiFi enabled (model:
Homder Digital Voice Recorder). Immediately post-interview, all recordings and transcriptions were uploaded to the PR’s
university OneDrive where they were stored in password-protected folders named with their chosen pseudonym (separate to the
folders storing each participant’s consent form) and deleted from Microsoft Teams and the backup recording device. This was to

ensure that their data was safely and securely stored as swiftly as possible and further reduce the risk of a data breach.
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Procedure Followed

Transcriptions

Personal Data

Transcription of participant interviews was made using the Microsoft Teams inbuilt transcription software in line with the UH
ethics committee’s recommendations due to both the secure encryption of the platform (Microsoft, 2024) and the reduced time
for which participant recordings needed to be stored, subsequently reducing the risk of the potential for any breaches of their
confidentiality (Information Commissioner’s Office, 2024). These transcriptions were downloaded from Teams onto the PR’s
university OneDrive immediately post-interview, saved within a password protected file attributed to the participant’s chosen
pseudonym, and deleted from Microsoft Teams. These were then reviewed by the PR post-interview and amended to ensure they
accurately represented each participant’s interview based on their audio-visual recording and redacted to ensure that each
participant’s confidentiality was protected. Once a participant’s transcription was deemed accurate, their audio and audio-visual
recordings were permanently deleted from the OneDrive by the PR.

Participants were asked if they consented to sharing their personal data including their name, age, gender identity, preferred
pronouns, ethnicity, and role(s) in the field of caring for or treating individuals with AN or AN-like presentations. The rationale
for collecting this personal information was to provide context to the participants’ experiences during data analysis (Smith and
Woodside, 2021). Participants were at liberty to decline to share their personal information and it did not affect their ability to
participate in the study. The participants’ names were documented electronically on their consent form (a digital Microsoft Word

document), were assigned a unique three-digit identification code (chosen by the respective participant), and stored on the PR’s
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Procedure Followed

university OneDrive, encrypted within a password protected folder, separately from the interview data. All other personal data
was initially collected during the interview process and therefore initially stored within a digital audio-visual file on Microsoft
Teams and a backup digital audio recording on the backup password-protected digital recording device used, prior to being

deleted as outlined above upon successful review of the participant’s transcript.

Management of Data While the majority of data collected during this study was in a digital format, participants’ pseudoanonymised experiential
During IPA Analysis statements, personal experiential themes, and group experiential themes were printed or handwritten onto small slips of paper
Processes (hardcopy data) as part of the analytical process (see ‘Analysis’ for more information). When not in use, these slips of paper

were stored in a locked cabinet at the PR’s residence. The PR took photographs of all stages of analyses which utilised this
hardcopy data as advised by Larkin et al. (2022) using a tablet device. These photographs were immediately uploaded to the
PR’s university OneDrive within a password protected folder and permanently deleted from the tablet device. Immediately
following completion of analyses, all hardcopy data was destroyed via multi-directional shredding.
Access to the Study’s Access to this study’s data was granted to its PR, principal supervisor and their research mentor, secondary supervisor, the UH
Data Doctoral College, and UH’s Ethics Committee for the purposes of monitoring, auditing, and approving. Any data that was
shared was shared via internal password-encrypted emails with the password issued in a separate email. The analytical processes

underpinning this project were discussed with the PR’s IPA training group, comprising of other Trainee Clinical Psychologists at
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Procedure Followed

Email Communications

The Ongoing

Management of Data

UH and their IPA trainer (a qualified Clinical Psychologist at UH). In these instances, only anonymised excerpts were discussed
and no data was shared either electronically or in a hard copy format. Participants consented to this data sharing via their consent
form and received an explanation of these sharing processes and rationales via the PIS.

Email communication between the PR and prospective participants took place via the PR’s secure, private university email
address. All email communications to and from prospective participants were permanently deleted from the PR’s inbox, ‘sent
items’ and ‘deleted emails’ folders on their email account within a week of correspondence being sent or received with a view to
protecting prospective participants’ confidentiality.

All data and records (with the exception of participant audio and audio-visual recordings and hardcopy analyses resources which
were deleted as outlined above) resulting from this project will be stored securely until completion of the PR’s doctoral
programme (expected completion date of the 1% October 2025), whereupon they will be destroyed by the PR. Participants’ raw
data will not be used beyond the present study; consent was not sought for this out of recognition that participants would not
have had a say over who their experiences were entrusted to and that some of the key features of the present study (inclusive of
the PR’s insider researcher status and the epistemological approach of the study) may have been deciding factors for

participants’ involvement, and that their raw data may have been approached differently by other researchers.
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Doctorate of Clinical Psychology. Participants were recruited via: (1) Gatekeeper-approved
poster advertisements in appropriate settings/academic institutions/online platforms that were
identified and approached by the supervisory team, (2) The public ‘sharing’ of the
recruitment poster on social media/online platforms (3) Word of mouth resulting from the
recruitment poster. The recruitment poster (Appendix K) invited prospective participants to
self-identify and contact the PR via their secure student university email address.
Participation in the study was discussed- and details for the study shared- via email
correspondence with the prospective participant.
4.2.5 Participants

The present study recruited eight individuals with dual experience of AN: individuals
with lived or living experience of AN or an AN-like presentation and experience of providing
care or treatment for others with AN or AN-like presentations. Participant recruitment was
purposive and its sample largely homogenous in accordance with [PA methodology (Smith et

al., 2021), fulfilling the criteria in Table 8.
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Table 8:
Eligibility Criteria
Eligibility Criteria Rationale

Age 18 years or older. This study did not seek ethical permissions to recruit children and young people because of the potential for its subject
matter to be distressing and limitations to the support that could be provided at interview should a participant be in need (see
‘Potential Distress’).

Fluent in English. IPA methodology includes a focus on language, and this was to ensure that participants’ interviews captured their
experiences through their own words and without the risk of misinterpretation or misrepresentation due to translation errors
or difficulties relating to direct translation (for example, idioms).

Based in the UK. This study did not seek ethical permissions to recruit participants from other countries due to being a UK-based research
team and concerns around being able to accurately signpost individuals from other parts of the world to relevant local
support services should they experience distress.

Had lived or living experience of This was one half of the dual experience held by the study’s target population and was therefore an eligibility requirement.

AN or an AN-like presentation. No formal diagnosis of AN was required out of recognition that AN diagnosis is commonly missed (Waller et al., 2009),

that some services utilise a transdiagnostic approach (Cooper and Dalle Grave, 2017), and that there are obstacles that

prevent individuals with different social GRRRAAACCEEESSS (Burnham, 2012) — inclusive of being from the global
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Eligibility Criteria Rationale

majority and ethnic and racial minorities (Gordon et al., 2006; Sinha and Warfa, 2013; Waller et al., 2009), being male
(Richardson and Paslakis, 2021), transgender or gender diverse (Hartman-Munick et al., 2021), and being from a poorer
socio-economic background (Bailey-Straebler et al., 2024) - from seeking- or being granted access to- support for their
illness and which may mean they did not have access to a diagnostic assessment (eg. Kurdak et al., 2023). Participants were
not required to formally evidence their experience nor did they undergo a formal (eg. psychometric) screening process for
AN/AN history ahead of participation. While this is a common practice in AN research, adopted to enhance the validity and
reliability of studies (Hatoum et al., 2023), the research team felt this may, understandably, be experienced as disrespectful
or harmful by participants; it may be experienced as upholding the ‘us vs. them’ divide that remains present between those
with lived or living experience of AN and non-lived experience clinicians and researchers (Curry and Andriopoulou, 2023;
Music et al., 2021) by suggesting a degree of mistrust in prospective participants’ own evaluation of their experiences. This
would be out of keeping with the epistemological stance of the PR. Recruitment criteria were reviewed with each participant
after they self-identified for potential participation in the study, and participants’ own confirmation that they met all
inclusion criteria was deemed sufficient. Participants were not required to consider themselves ‘recovered’; lived experience

research suggests that recovery is a subjective and nuanced experience for IWAN as opposed to a distinct end point (Dawson
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Eligibility Criteria Rationale

et al., 2014), and both lived and living experiences of mental health difficulties are held by mental health professionals (eg.
Hogg and Kemp, 2020).

Had personal experience of PTT. This was the phenomenon of interest for the present study and was therefore an eligibility requirement. This study’s
definition of PTT was detailed on its recruitment poster.

Held a role in providing care and/or This is one half of the dual experience held by the study’s target population and was therefore an eligibility requirement.

treatment for individuals with AN

or AN-like presentations for any

length of time at any point during

their career.

Felt that speaking to their personal ~ This was to support participants’ own wellbeing and physical and psychological safety. The interview process required

experiences and the meaning they ~ participants to speak to potentially uncomfortable, challenging and traumatic experiences, and this may have been

give to them would not negatively  distressing for the participant. Should a participant have become distressed during their interview, the PR was unable to

impact upon their personal provide direct support outside of directing them to support services. Contact details for support services were provided to all

wellbeing. participants via the PIS and debrief sheet.
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People were therefore excluded from participating if they were age 17 years or
younger, not fluent in English, not based in the UK, did not have personal experience of AN
or an AN-like presentation, did not have experience of PTT, had not provided care and/or
treatment for individuals with AN or AN-like presentations, and/or felt that speaking to their
personal experiences and the meaning they give to them may negatively impact upon their
wellbeing.

Nine prospective participants self-identified for this study, and all prospective
participants met inclusion criteria and were invited to- and consented to- their participation.
One participant withdrew prior to their interview for reasons unrelated to the study. Eight
participants (age range 24 to 47 years) were therefore included in the present study. All
participants consented to sharing their personal demographic information in this report,
which has been attributed to their chosen pseudonym (Table 9).

4.2.6 Data Collection

Data was collected via PR-conducted semi-structured participant interviews utilising a
semi-structured interview schedule (Appendix L) that was informed by the project’s EbE
Consultant. The PR adopted a curious and empathetic stance during interviews in accordance
with Smith et al.’s (2021) IPA methodology.

Interview Schedule. The study’s interview schedule was informed by the project’s
EbE Consultant with a view to ensuring the questions were both sensitive to the participant
population and optimally enabled participants to speak to their experiences of PTT (Music et
al., 2021). In alignment with IPA methodological recommendations, the interview schedule
was semi-structured and contained a series of pre-determined, open-ended questions,
designed to encourage participants to speak about their experiences in relation to the research
subject (Smith et al., 2021). This is because IPA researchers seek to learn and understand ‘the

experiences in which something comes to be grasped as known’ (Moran, 2000) and typically
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Table 9
Participants’ Demographic Information
Chosen  Gender Preferred Ethnicity @ Age AN Presentation Role(s) Clinician-
Pseudonym Identity Pronouns (Years) Held* /Self- Initiated
‘Rachel’ Female  She/her White 42 Anorexia Nervosa Psychiatric Clinician-
British (diagnosis) Liaison and Initiated
General
Practitioner
‘Serena’ Female  She/her White 31 Anorexia Nervosa Trainee Clinician-
British (diagnosis) Therapist Initiated
‘Samantha’ Female  She/her White 38 Anorexia Nervosa Therapist Self-Initiated
British (diagnosis) and Clinician-
Initiated
‘Louise’ Female  She/her White 30 Anorexia Nervosa  Support Clinician-
British (diagnosis) Worker, Initiated
Assistant
Psychologist,
Therapeutic
Practitioner
‘Sarah’ Female  She/her White 35 Anorexia Nervosa Psychological — Self-initiated
/Atypical Therapist and  and Clinician-
Anorexia Trainee Initiated
(diagnoses) Clinical
Psychologist
‘Kevin’ Male He/him White 47 Anorexia Nervosa Peer Support Clinician-
British (diagnosis) Worker initiated
‘Rose’ Female  She/her White 24 Anorexia Nervosa Peer Support Self-initiated
British (diagnosis) Worker and clinician-
initiated
‘Amy’ Female  She/her Mixed 27 Anorexia Nervosa  Support Clinician-
White (diagnosis) Worker and initiated
and Black Assistant
African Psychologist

*In the context of providing treatment or care for IVAN.

Note: Bar Amy and Louise, all participants spoke to multiple experiences of PTT at interview.
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explore existential matters of considerable importance for the participant by endeavouring to
enter the participant’s lifeworld as opposed to investigating it (Eatough and Smith, 2017).
This requires the researcher to adopt a consciously naive and receptive position, allowing
themselves to be guided by the participant; the expert of their experiences (Eatough and
Smith, 2017). As such, while the interview schedule informed every participant’s interview,
its semi-structured nature permitted the interviewer to ask additional, non-scripted questions
in order to stay with participant narratives and further explore participants’ experiences
(Smith et al., 2021). This also enabled the PR to explore experiences that they may not have
anticipated participants bringing when devising the interview schedule (Smith et al., 2009).
Due to concerns around recruitment and accessing the prospective participant pool, the
interview schedule was not piloted on a member of the participant population out of an
awareness that, by nature of being a pilot interview, the experiences spoken to could not be
included in the study. It was also not piloted on the research team’s EbE Consultant due to
their involvement in its design. Instead, the interview schedule was piloted on a fellow dual-
experienced Trainee Clinical Psychologist who had experience of PTT in relation to treatment
for a non-AN diagnosis. While their experiences did not directly relate to the study or the
target population, it enabled the PR to practise their interview approach, better acquaint
themselves with the interview schedule, assess the ‘flow’ of the schedule, and receive
feedback regarding the schedule’s ability to facilitate participants to speak to their
experiences of PTT. No further amendments were made to the interview schedule following
the pilot.

The Interviews. Interviews were conducted remotely via Microsoft Teams due to
ongoing concerns around COVID-19. Remote interviews also enabled participants to choose
a safe, familiar space in which to be interviewed, with a view to ensuring that participants’

experiences of the interview process were as manageable as could be. As interviews were
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conducted between the PR and each participant individually, the PR adhered to their
employing trust’s Lone Worker Policy (Cambridgeshire and Peterborough Foundation Trust,
2023) to ensure their safety. Interviews lasted up to 90-minutes in duration. Prior to
interviews commencing, all participants were made aware that they could ‘pause’ their
interview at any point for any reason. This was to provide participants with the opportunity to
take a break given the length of the interview and the personal and potentially challenging
subject matter. No participants requested a ‘pause’. (RJE 5).

Post-Interview Consultation with Research Participants. The research team was keen
to invite multiple EbE perspectives into the language used throughout the study’s written
report. This was out of recognition that, while the study’s participant population shared a dual
identity, each member of the population would hold different points of intersectionality and
may have experiences, thoughts and feelings that differed to those of the project’s EbE
Consultant. At the end of each participant’s interview, they were invited to consult on the
study’s proposed language for key terms and propose preferred alternatives.

Transcription. Participant interviews were transcribed using the Microsoft Teams
inbuilt transcription software in line with the UH ethics committee’s recommendations
(Microsoft, 2024). These were reviewed by the PR post-interview in conjunction with
participants’ audio-visual recordings and amended to ensure they accurately represented each
participant’s interview. These were also redacted to ensure that each participant’s
confidentiality was protected. As advised by Smith and Nizza (2022), all pauses, emotional
responses, and non-verbal cues that occurred during each interview were noted within
participants’ transcriptions for consideration during analysis.

4.2.7 Data Analysis
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IPA was applied to digital transcripts of participant interviews utilising Smith et al.’s
(2021) IPA analysis guidelines. Analysis was conducted in accordance with Smith et al.’s
(2021) seven step process. Table 10 outlines the PR’s stages of [PA analysis.
4.2.8 Reflexivity

Due to the role of the PR when implementing IPA and the interpretative nature of the
analysis, reflexivity was central to this study. The PR utilised regular supervision sessions
with their principal supervisor as reflexive spaces in which to consider the PR’s lens,
emotional responses and personal narratives to ensure that the participants’ narratives
remained at the heart of the analyses, and that the PR’s voice was noticed, acknowledged, and
appropriately bracketed. The PR also kept a reflexive journal throughout all stages of the
study, in which they sought to acknowledge their own thoughts, feelings and narratives
relating to their work. The PR reflected upon their journal entries and brought those they felt
would benefit from further reflection to their supervision spaces. Excerpts from the PR’s
journal entries have been signposted throughout this report within relevant sections to permit
the reader insight into the PR’s reflections.
4.2.9 Quality Assurance

As recommended by Smith (2010) for the appraisal of IPA studies, Yardley’s (2000)
principles for considering the quality of qualitative research were utilised to appraise the
quality of the present study (see Table 11). This was used in conjunction with the CASP
(2018) qualitative checklist for the appraisal of quality, to enable the present study to be
considered in the context of the quality of those reviewed in the SLR (see Table 12). These

evaluation processes suggested that the study was of a high quality.
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Table 10

The Stages of IPA Analysis (Smith et al., 2021)

Step of Analysis:

Description of PR’s Actions:

One

Two

For the first step, the PR immersed themselves in one participant’s narrative by reading and re-reading their transcript. The researcher
attempted to bracket any presuppositions they may have held through the use of supervision, their reflexive diary, and their [IPA
methodological workshops, with a view to ensuring that the participant’s experiences remained at the heart of the analytical process. IPA is
a methodology which embraces the understanding that researchers will hold their own experiences when analysing data, and provides a
robust methodology for the researcher to bracket their own experiences while valuing the dynamic whereby researchers make interpretations
of how participants have interpreted their own experiences; the double hermeneutic cycle expected within the IPA methodology (Smith et
al., 2021).

Once immersed, the PR transitioned to step two, and annotated the participant’s transcript with initial exploratory notes (defined by Smith et
al. (2021) as notes with ‘no rules’ and ‘no expectations’) inclusive of descriptive comments (notes that centre around the content of what the
participant is speaking to), linguistic comments (notes that explore the lexis and language use of the participant), and conceptual comments
(notes that are centred around the participant’s understanding and sense-making of what they are speaking to), in addition to any questions,
thoughts, and reflections that arose (see Appendix M). The PR progressed to the next step once the technique of decontextualising sections

of text (considering them as words in isolation of their context) yielded no further notations.
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Step of Analysis:

Description of PR’s Actions:

Three

Four

Five

Six

Step three saw the construction of experiential statements; succinct yet rich summary phrases that attempted to capture and assimilate both
that which the participant had shared about their experiences and the researcher’s conceptualisation of what the participant had shared.
These statements are drawn from the exploratory notes (see Appendix N).

The PR subsequently transitioned to step four and began searching for connections across the participant’s experiential statements. Smith et
al. (2021) advise that this stage of analysis is not prescriptive but, rather, iterative, and encourage the researcher to ‘explore and innovate’ as
they begin to physically map out connections and consider similarities and differences between statements. Each previously identified
experiential statement was written onto its own small slip of paper, which was then shuffled together with all other experiential statements
and scattered across a flat surface so as to no longer have a considered order and facilitate the drawing of novel connections and the
formation of experiential ‘clusters’; potential Personal Experiential Themes (PETs). Photographs were taken of each clustering arrangement
prior to reshuffling and arranging into alternative potential clusters for later reference and the retracing of analytical thinking (see Appendix
0).

Step five included the naming of the PETs once clustering felt complete; when the PR felt they were a synergy of the participant’s
experiences and the researcher’s analytical interpretations. The PETs and the subthemes that they comprised of were tabulated and annotated
with page references (see Appendix P).

Step six required that this analytical process was repeated for each participant’s transcript.
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Step of Analysis: Description of PR’s Actions:

Seven Once individually analysed, step seven required that participants’ individual PETs tables were reflected upon alongside co-participants’
PETs, and connections and differences were considered. Emergent Group Experiential Themes (GETs) that arose were tentatively mapped
as part of a dynamic process; different thematic groupings were trialed and adapted. This process led to the formation GETs and group level

subthemes, which were discussed with the PR’s supervisory team and tabulated. (RJEs 6 and 7).
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Table 11

Evidence of Yardley s (2000) Qualitative Research Principles for Quality in the Present Study

Yardley’s (2000)

Principles

Evidence of Each Principle in the Present Study

Sensitivity to Context

Commitment and Rigour

The present study’s development and progress was informed by an EbE Consultant — someone who belonged to the participant
population. Languaging used throughout the study was carefully considered in conjunction with the study’s research team in addition to
each participant to ensure that it was considerate of the participant population and reflected their experiences and preferences. The
study’s languaging also considered the terminology adopted within existing empirical literature relating to the participant population.
Languaging used throughout the study is therefore fluid and dependent on context; it is appropriately signposted. The study’s
methodology was epistemologically phenomenological, permitting the in-depth analyses of participants’ experiences which had
previously been underrepresented in research. Participants selected their own pseudonyms with a view to enabling them to retain a form
of ownership over their experiences. The PR was an insider researcher and a member of the participant population, providing them with
some insight into the participants’ experiences.

Commitment and rigour were demonstrated through the careful, thoughtful consideration of each participant’s transcript and experiences
following Smith et al.’s (2021) IPA guidelines. Each participant’s voice was given its own protected time and space during analysis to

ensure that they were heard and attended to. Exploratory notes, coding, PETs and GETs were meticulously considered and frequently
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Yardley’s (2000)

Principles

Evidence of Each Principle in the Present Study

Transparency and

Coherence

Impact and Importance

revisited as part of IPA’s iterative methodological process to allow for a synergy of the participants’ experiences and the PR’s analyses.
The supervisory team consulted on all themes to ensure that multiple analytical perspectives were considered.

The PR took ownership of their personal context and connections with the research subject. They declared their ontological and
epistemological positions and designed and conducted the study in alignment with these stances. They have included examples of all
stages of their analytic processes within the study’s appendices to ensure that their actions and decision-making processes are transparent.
Excerpts from the PR’s reflexive journal have been signposted at appropriate points throughout the report to provide the reader with
further insight into these processes.

The present study addressed an important yet divided field of research in AN literature — that of PTT — through a novel, adjunctive lens
with a view to elucidating the phenomenon and contributing the voices of an underrepresented population to discourses on the subject.
The impact of the study will be clearer following the dissemination of its findings, but it is anticipated that the study will illuminate the

population’s experiences of PTT and the meaning that they give to them to contribute to the furthering of research in the field.




AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT

Table 12

The Present Study’s CASP (2018) Qualitative Checklist Outcomes

95

Item Number CASP Appraisal Question Appraisal

1 Was there a clear statement of the aims of Yes.
the research?

2 Is qualitative methodology appropriate? Yes.

3 Was the research design appropriate to Yes.
address the aims of the research?

4 Was the recruitment strategy appropriate to  Yes.
the aims of the research?

5 Was the data collected in a way that Yes.
addressed the research issue?

6 Has the relationship between researcher and ~ Yes.
participants been adequately considered?

7 Have ethical issues been taken into Yes.
consideration?

8 Was the data analysis sufficiently rigorous?  Yes.

9 Is there a clear statement of findings? Yes.

10 How valuable is the research? Valuable.
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5.1 Overview

5.0 Findings

This chapter presents the findings of the present study. It will begin by providing

additional supporting information pertaining to the chapter (Table 13) and presenting a table

of the GETs and subthemes that arose from the analysis of participants’ experiences. Each

GET and subtheme will then be explored in further depth, supported by excerpts from

participants’ interviews and analyses.

Table 13

Supporting Information

Context

Supporting Information

Excerpt Formatting

A Note on Language

In excerpts from participants’ transcripts, their emphasis of a particular word or phrase
has been indicated by the emboldening of text. Participants’ non-verbal
communications including pauses, laughter, sighs and gestures are indicated (in
brackets). Both text that has been amended to protect participants’ confidentiality and
instances where text has been removed from within an excerpt where it did not
contribute to its meaning are indicated by /ellipses in square brackets]. Square
brackets are also utilised to provide additional contextual information within a
participant’s excerpt.

The language adopted throughout this chapter varies depending on the context it is
used within. When sharing the analysis of an excerpt from a participant’s transcript,
their preferred terminology has been adopted where a personal preference was
expressed. For example, some participants resonated with the concept of ‘recovery’

whereas others felt the term was misaligned with their experiences. The term
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A Note on the

Externalisation of AN

A Further Note on

Double Hermeneutics

‘recovery’ has therefore only been used in relation to participant excerpts where they
had explicitly named this as a part of their experience during their interview.
Throughout this chapter, the reader might notice- and feel curious about- the
participants’ tendency to externalise their AN. The externalisation of AN — sometimes
referred to as the externalisation of the AN ‘voice’ — is a therapeutic technique
commonly adopted in NICE (2022) guideline recommended treatments for AN (Cripps
et al., 2024). Research suggests that IWAN often have both ‘friend” and ‘foe’
relationship dynamics with this voice (Schmidt et al., 2023), and that IWAN often
report finding this externalisation helpful (Medway and Rhodes, 2016). All participants
externalised their AN and, as this externalisation was part of their experiences, the PR
has reflected this within their analyses.

As is intrinsic to IPA methodology, the GETs and subthemes that follow reflect the
PR’s interpretations of the participants’ interpretations of their experiences: a double
hermeneutic (Smith et al., 2021). In the context of the present study, where the PR’s
wider research team has supported the analytical process, Montague et al. (2020)
suggest that this might even be more accurately described as a ‘multiple hermeneutic’,
where the voices of multiple may be present within analytical interpretations. By
engaging with this report, the reader, too, becomes a part of this meaning-making

process (Smith et al., 2021).

5.2 Group Experiential Themes and Subthemes

Table 14 presents an overview of the GETs and subthemes that arose from the

analysis of participants’ experiences.



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 98

Table 14

Group Experiential Themes and Subthemes

Group Experiential Themes Subthemes

Systemic Barriers: Becoming Lost in the Gaps and “Too sick, not sick enough”: Falling into diagnostic margins.

Margins “You're no longer with us”’: Being lost in the gaps between services.

The Systemic Feeding of Anorexia “It was very much about weight. Which of course, anorexia wants it to be”’: Being reduced to a number.

“Just left... to fend for ourselves”’: Being abandoned to anorexia.
“Have you any idea...? The damage that you ve “Screaming, shouting” to be heard: The silencing of experiential knowledge.
caused?”: Being Hurt by the Helpers “I don’t have a single choice in the world”: Powerlessness.

“The Neglect”: Being met with a lack of compassion and understanding.

“Had the wind just been blown in the other direction...”: Feeling lucky for receiving good care.
“Dual identity ... A privilege and an honour”: The Gifts  “Professionally, the sense that I make of that is... ”: Consulting a professional lens.

of Dual Experience of Anorexia “I can see...”: Seeing the system.

“On the other side”: A new knowledge.

See Appendix Q for Recurrence of Themes Table.
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GET One: Systemic Barriers: Becoming Lost in the Gaps and Margins

This GET encompasses participants’ experiences of falling into diagnostic margins
and gaps between services around PTT events, becoming both practically and emotionally
lost.
“Too Sick, Not Sick Enough”: Falling into Diagnostic Margins

This subtheme describes participants’ universally held experiences of PTT events
being initiated due to being too unwell with AN and/or not unwell enough. The name for this
subtheme is lent by Samantha’s description of her experience of both being too unwell for
one part of the mental healthcare system to continue providing care for her (her treatment by
university counselling services was prematurely terminated due to the severity of her weight
loss) and not being unwell enough to be given access to care via the next “/evel” of the
system up (she was denied access to therapy via her community ED service because her
weight loss was not deemed severe enough to warrant the intervention): a service-initiated
PTT event. She shared, “I was... on the diagnostic margins”, as she recalled the systemic
double-bind of having been both “foo sick, not sick enough’’; falling between the two
systems’ criteria for treatment and into the care-less space between them. She recalled how
she had felt at the time:

“If [ wasn t this sick then 1'd still be able to access this thing that I was finding

helpful... [...] You know, if I'd... if I'd been recovering faster... maybe I would

have continued to have had this support...[...] and I definitely got the message

of... like, you basically need to be sicker to access higher levels of care.”

(Samantha)
Samantha’s words evoked a sense of stuckness and alluded to an internalised blame for
having become simultaneously too unwell and not unwell enough for ongoing care. There

seemed to be a sense of futility in her position between the two services; she could not
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recover without support, yet, fundamentally, she could not access support without her health
deteriorating further. Samantha reflected that she believed the counselling service had not
“actively intended to give” her “responsibility and blame for the... for the termination of the
therapy” while also recognising, “but that is where it [the blame] existed, right? [...] Your
level of not okay, we can 't deal with.”

Following an instance of self-initiated PTT having “fought [her] way out” of a
“neglect[ful] ” inpatient setting, Serena “deteriorated more and more and more with no
help”. Despite her, her family and her local Member of Parliament ‘fighting” for increased
support, she recalled: “nobody would take me. Nobody would, because I wasn t meeting that
[weight] criteria”; “I wasn't... (gestures to indicate air quotes) [in the] ‘appropriate’ weight
category”. For Serena, her position below this diagnostic margin appeared to be marked by a
constant, ongoing battle against AN-treating systems and their weight-based treatment
criteria; one which needed to be fought on multiple fronts. Her words evoked a sense of
abandonment and rejection while alluding to a scepticism of services’ weight criteria.

Similarly to Samantha, Serena felt left with internalised feelings of blame, sharing
how her ‘‘failure” to meet admission criteria “told me I wasn 't a good enough anorexic”. She
described this as “feeding” her feelings of worthlessness, as though these feelings were being
nourished by services’ weight criteria: “I wasn t enough to be looked after properly”; “I'm
not worthy. I'm a failure. I'm a disappointment”. Serena reflected upon the consequences of
being required to be a dangerously low weight before services would meaningfully intervene:

“It almost felt like I was being given permission to put my life even more at

risk. [...] I think the most shocking thing I heard was that I shouldn't have even

been walking (becomes tearful). Because my heart could have given in at any

point. [...] And I just, I just felt like, how on earth could you say that to

somebody?” (Serena)
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Serena’s lexis and emphasis seemed to convey fury and disbelief towards the ED service for
enabling her AN by requiring her to become more unwell in order to access support; in
Serena’s experience, a chance at wellness through treatment had come at the risk of death.
She appeared to emphasise her experience of further weight loss feeling like a systemic
imperative, adding: “/1t’s] really warped to feel that that's... you have to lose more weight,
you have to be a certain category on the BMI scale to be valued as worthy... of treatment”.
Serena recalled how her AN responded to the position she was in: “I can get to that weight. If
that's where you'll see that I'm worth caring for”. Service treatment criteria appeared to
motivate and fuel her AN, which seemed to have entwined itself amongst- and thrived upon-
her feelings of unworthiness.

“I just don't think I was ever valued until it came to the point where I could

have literally died. (Laughs without smiling). And that's awful. And I imagine

so many other people have been in that circumstance and unfortunately lost

their lives before... you know, well before they [services] decided they could

have intervened.” (Serena)
Serena’s empty laughter conveyed a sense of disbelief and dismay towards ED services’
access requirements as she highlighted the great personal cost that her eventual return to
treatment came at. She seemed to hold ED services accountable for what she experienced as
their choice to withhold care from her and others with AN while they remained lost within
the diagnostic margins.
“You’re No Longer With Us”: Being Lost in the Gaps Between Services

This subtheme encompasses participants’ experiences of finding themselves lost in
care-less spaces between service provisions following PTT. Both Rose and Louise found
themselves falling into- and feeling lost within- the gap between Child and Adolescent

Mental Health Services (CAMHS) and adult services. Louise had been receiving treatment
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via a CAMHS ED team when she and her family moved house “twenty minutes down the
road”, locating them outside of the catchment area for the service. Her CAMHS treatment
immediately stopped: “no, we can 't see her anymore”. Due to her new local ED service’s
policies, she ‘“fell into the adult pathway”. For Louise, the twenty-minute distance between
her new and old homes translated into a vast experiential distance marked by a lack of
control. Her experience of CAMHS - “there was loads of people involved... the amount of
appointments that I was having, it all felt very well structured... lots and lots of support” —
contrasted significantly with her two encounters with the adult service prior to the
termination of her treatment — “dismissed”’. Having been partway through treatment with
CAMHS and undergone partial weight restoration prior to her family’s move, the adult team
deemed her too well to access treatment through their service despite her treatment being
unfinished. She recalled how the adult team conveyed the termination of her treatment
journey:

“You 're either going to recover or you're going to relapse. If you relapse, we'll

be here. And that was that. I was just kind of left to... go about my life and

carry on.” (Louise)
The adult team seemed uncertain and ambivalent about the outcome of her discharge yet
proceeded with it. Louise’s words appeared to convey both a sense of lostness and finality;
she seemed to have been left to navigate a liminal space between AN and recovery without
ongoing support. She shared: “I didn't matter to anyone anymore, like... people didn't care
where I ended up. [...] [1t] felt like I didn't matter at that point.” Louise seemed to have lost
her sense of self-worth as she fell into the gap between CAMHS and adult services, and
appeared to be left feeling uncared for and hopeless.

Kevin described finding himself lost in the gap between his ED service and Gender

Dysphoria Service (GDS) following a PTT event.
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“The discharge from anorexia... that was it. So it was no longer... (assuming

the voice of the professionals) ‘You're no longer anorexic. You know, you re no

longer with us. You're now with the GDS.’” (Kevin)
Kevin’s words emphasised the conclusiveness and finality of his discharge from the ED
service, and were suggestive of a dismissive, exclusionary experience of PTT. He shared that
the GDS had been unable to support him due to his enduring AN.

“They weren t... together? It was either you had anorexia or you had gender

dysphoria. Its like... it was like they weren t allowed to come together?”

(Kevin)
Kevin’s experience of falling between the GDS and ED services seemed to have shown him a
disconnect and absence of cooperation between the treatment settings. For Kevin, his AN and
gender dysphoria were inextricable, yet neither service seemed able- or open- to treating him
holistically. His use of the word “allowed” seemed to carry connotations of permission; the
ED and GDS treatment systems seemed to leave him feeling as though he was not permitted
to exist as he was or suffer in the way he did.
GET Two: The Systemic Feeding of Anorexia

While participants experienced treatment for AN as focusing on the “refeeding,
refeeding, refeeding” (Kevin) of their bodies, this GET speaks to participants’ experiences of
their AN, antithetically, being nourished by treating services through PTT-related events.
“It was very much about weight. Which of course, anorexia wants it to be”: Being reduced
to a Number

Treatment services’ focus on weight as both a measure of wellness and a criterion for
discharge featured in all participants’ experiences surrounding PTT events and was
universally experienced as detrimental. Serena seemed to speak directly to her treating

professionals during her interview ( “in your eyes, thats fine”’) and accuse them of reducing
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her to nothing more than her weight, alluding to the systemic power that the measure was
given: “And I was a number. On a scale. That dictated where I was and what I was given next
or when I was discharged.” Kevin reflected that this focus on weight served AN rather than
the individuals with it, playing into AN’s hands and feeding it: “it was very much about
weight. Which of course, anorexia wants it to be.”

Serena, Kevin, Sarah, Louise, and Rachel experienced improvements in their weight
during treatment as triggering the premature termination of their care. Each of these
participants experienced their treating services as prioritising their weight, treating them as
merely a physical body, and neglecting their psychological wellbeing. The participants
associated this with the perpetuation and, in many cases, the strengthening of their AN
cognitions. Kevin described feeling that he and his inpatient peers were systemically failed
through their treating service’s prioritisation of weight:

“It [the service] failed many of us then. For how anorexia I think was... was

seen. It was about weight and about refeeding and refeeding and refeeding

and then... close the door.” (Kevin)

Kevin experienced his treatment as centring entirely around his weight, which he
conceptualised as being the result of professionals’ perception and understanding of the
illness. Kevin’s repetition of “refeeding” — the process by which IWAN weight restore in
treatment — appears to emphasise the systematic nature of this failure; a failure that seems to
have left them, unlike their weight, feeling unseen. Kevin’s words also allude to a coldness
and abruptness around the service’s termination of his care.

Serena shared Kevin’s experience of weight-centred treatment, and experienced
multiple episodes of clinician-initiated PTT due to having reached what they considered to be

a safer weight:
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“It's just always been about the weight side of things. Back then it was just the

numbers, hence why I believe my treatment ended, what I feel, prematurely ...

as soon as I got to a healthy weight then, [assumes the voice of the service,

cheerfully] ‘ta-ra!’ It was nothing else afterwards.” (Serena)

Serena felt her treatment was inherently incomplete due to her treating service’s assumption
that improvements in her weight indicated wellness. For her, an improvement in her weight
had triggered her PTT and discharge into the absence of support despite continuing to be
unwell. Serena alludes to feelings of anger and disbelief towards what felt like an over-
simplification of her experience of AN, while seeming to characterise her service as flippant,
facetious, and dismissive as they terminated her care.

By centring improvements in weight as the focus of treatment, Kevin felt that
professionals were able to consider their treatment successful and complete once the weight
targets set had been met. To Kevin, weight gain in treatment for AN was a tick box exercise
for professionals that enabled them to discharge him easily: “/It] just seems to be a tick-y
box, sort of an ideal way for you to then be discharged.” He alluded to the weight focus of
services as intentional by design, intended to meet the needs and limitations of services rather
than truly and holistically treating IWAN. He added: “It was, it was about the weight, a target
weight rather than identifying where that anorexia... had actually come from.” Kevin felt
that the system’s failure to address his AN’s roots meant that his illness remained embedded,
thriving amidst the service’s preoccupation with weight.

Similarly to Kevin, Serena saw AN treatment programmes’ focus on weight as a way
to make treatment “easier” for professionals and circumnavigate complexity: “if we just
literally strip ourselves down as a human body [ ...] its easier — it'’s a lot more
straightforward”. Louise echoed this experience of being stripped down and reduced to a

number, sharing: “they make you literally strip yourself down to weigh yourself, it’s... not a
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nice process.” For Serena, her treating teams’ reliance on “medications”, “diets” and
“fluids” meant that they could avoid acknowledging and treating “the whole picture” and
could evade responsibility for treating her psychologically: “physically, you're in a better
place. So there s nothing else that needs to be done.” Serena alludes to this enabling the AN-
treating system to prematurely discharge her under the guise of successful treatment.
“Just Left... to Fend for Ourselves”: Being Abandoned to Anorexia

Participants experienced PTT as abandoning them to their untreated, ineffectively
treated, or incompletely treated AN, and spoke about the costs and long-term impact of this.
Eleven years after his clinician-initiated discharge, Kevin managed to re-engage with ED
services and process his grief for “having lived a life for so many years with anorexia” due to
the premature termination of his treatment. He shared how this “allow/ed]” him “to feel let
down, to feel bitter, and to feel angry” for services abandoning him to the “grip” of the
illness. Kevin recalled the aftermath of his PTT from the ED service:

“Then anorexia was just... it gripped... straight away. It has it- had its

freedom to walk - because I was so afraid to go back to the gym in case my

legs collapsed again. So I began walking. (Sighs heavily).” (Kevin)
Kevin described the speed and inevitability with which AN resumed its hold over his life
following clinician-initiated PTT. Here, he alluded to AN as a separate, physical entity that
had been gifted with freedom by the ED service’s decision to discharge him prematurely.
That same decision appears to have, conversely, cost Kevin his own freedom. AN seemed to
adapt to his deeply felt fear of returning to a state of rhabdomyolysis — a condition that had
hospitalised him, nearly cost him his kidney, and initiated his ED inpatient admission — and
change the means by which it over-exercised his body, circumnavigating Kevin’s instinct to
protect himself from harm. His sigh seemed to convey a profound emotional and physical

exhaustion. He shared the costs of his abandonment, just a few of which are included here:
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“That discharge... led to a long... many, many years of anorexia just being so present 24/7”;
“it took me out of life, disengaged me from everything that [ had”; “a dislocated toe which
needs operating on, but now it'’s gone far beyond operating.”

Like Kevin, Serena felt abandoned following PTT events — “I’m just being
abandoned” - but she also alluded to a sense of defeat. In the absence of support, Serena
seemed left to navigate her “battle” against AN alone:

“I've... tried to come up with my own coping strategies and they're

somewhat... they are a lot healthier, but there's so many unhealed parts that

I'm still struggling with today because I... that was never treated and I think...

1 think that's where... I... (becomes tearful) I hurt a lot more? (Pause).

Because... I just wish, I just wish that wasn't a part of my life.” (Serena)

Serena seems to allude to her AN feeling like an open, unhealed wound. Not having been
equipped to “battle” AN alone through treatment prior to discharge, Serena seemed to feel
overwhelmed by how much of her AN persevered and how significantly it continued to affect
her life in the present day. She summarised this powerfully: “so, I'm gone”; Serena’s
abandonment to her AN seemed to have cost her her sense of self. To this day, Serena is left
exhausted by her daily fight with AN, leaving her with a sense of failure and defeat: “am I
not doing enough to quieten that voice down?” However, similarly to Kevin, Serena also
recognised: “how I was looked after wasn t adequate”’, and located responsibility within the
AN-treating system. This resonates with Louise’s experience following PTT:

“Now, looking back... there's definitely elements of the thoughts that... it's...

some days are still there. [...] That I think maybe if my treatment would have

been finished off nicely... might not still be as impactful to me.” (Louise)

She continued to share that she wants to be able to feel happy, “vou kind of can't be”,

because of AN’s ongoing presence. She expressed resignation to AN’s perseverance,
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conceptualising it as having become a part of her brain that she must find a way of navigating
life alongside. For her, AN had become, “that little other area of my brain that’s just been
there for so long throughout my life.” For Louise, there was a sense that her PTT had
abandoned her to a life alongside AN.

Rose’s experiences of PTT included repeatedly waiting for therapeutic treatment to
resume after consecutive clinicians abandoned her for reasons unrelated to Rose and the
treatment itself; multiple professionals were allocated to her care before “disappearing” on
long term sick leave or commencing maternity leave. Rose’s stuckness on waitlists after those
multiple instances of clinician-initiated PTT felt “like abandonment” to her. Rose also noted
that it was not only her who had been abandoned to AN and left feeling fearful for her future,
but her mother, too: “She had absolutely no support and I had no support. So it was kind
of... just left... to fend for ourselves.” Being left to “fend” for herself was an experience
shared by Samantha, although for her this was a struggle she faced alone: “I was just literally
left to fend... fend for myself” following her self-preserving self-initiated PTT from inpatient
treatment, adding that services made, “no attempt to aid me in that process.” Here, both Rose
and Samantha alluded to the desperation and exhaustion they felt in the face of abandonment
to their AN in the absence of support following PTT.

GET Three: “Have you any idea...? The damage that you’ve caused?”: Being Harmed by
the Helpers

This GET speaks to participants’ experiences of harm resulting from the actions of
professionals around their PTT events. The title for this subtheme borrows from Kevin’s
experience; he shared how he would imagine encountering his old therapist in town and
having the opportunity to challenge her: “have you any idea...? The damage that you ’ve
caused?”. In contrast, this GET also encompasses experiences of fortune and luck;

experiences that participants associated with encountering “good” (Rose) professionals.
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“Screaming, Shouting” to be Heard: The Silencing of Experiential Knowledge

An experience shared by all participants was that of their own experiential knowledge
as individuals living with AN not just going unheard but being silenced by professionals
around their PTT events, leading to harm. The name for this subtheme captures Amy’s
experience of inpatient treatment in the lead-up to a PTT event: “I'm... I'm screaming,
shouting because I need you to hear me.” Her words seemed to convey both desperation and
a sense of futility. Amy received treatment in a CAMHS ED inpatient setting as an
undiagnosed neurodivergent individual who endured “the obvious systemic racism” innate to
healthcare systems. Unlike her treating team, Amy was an expert in herself and would voice
her needs: “I knew myself quite well. I knew what was helpful and what wasn't helpful”. The
system, in contrast, seemed to repudiate her self-knowledge: “I wasn t allowed to stim”.
Despite communicating her struggles with the rigidity of her treatment and the absence of
accommodations for her sensory differences, Amy endured a profound emotional and
physiological pain throughout her treatment that led to agonising meltdowns:

“I think they just saw that as a very strange kind of mental health presentation

that they ended up diagnosing as bipolar, ironically, when [ was 14, which to

any clinician now sounds wild, doesn't it? I don't have bipolar, just to clarify

(laughs). [...] They... they saw it how they saw it.” (Amy)
Amy’s own voice went unheard in her treatment while professionals’ misconceptions
appeared to be privileged. Amy shared that she absconded from the CAMHS unit out of
desperation to feel “normal” - a plea that went unheard by professionals - and was
subsequently transferred to a “more secure” and “PICU-like” non-ED-specialist setting. For
her, the PTT of her CAMHS admission was her “punishment” for absconding. Amy
considered the costs of her experiential insight being silenced: “at the EDU [eating disorder

unit], I still had a reasonably strong sense of self and who I was [ ...] my values were
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stronger”, whereas, at the highly restrictive unit, “my identity had completely fizzled, so I
didn t really know what I cared about anymore by that point and what was important”. The
PTT of Amy’s CAMHS ED admission, which appeared to have been the culmination of the
silencing of her experiential knowledge about her needs and difficulties, seemed to have led
to the destruction of Amy’s sense of self.
Kevin shared Amy’s experience of his self-knowledge being silenced ahead of a PTT
event:
“I went in [to treatment], very much — can you help me? This is what s
happening. You know, very... I was honest. And just saying that I was... you
know, I was wanting to be a boy... and if I ate anything, I would get my
periods and [ would get my breasts back. You know, please don t take this boy
away from me.” (Kevin)
Kevin trusted his treating team with his self-knowledge and his hope, seeking their
professional guidance and support. However, his treating team appeared to silence his self-
knowledge, prioritising their own treatment goals:
“I'would say I'm just.... I don't want to be, you know... I just want to be a boy.
1 just want to be a boy. I just want to be a boy, want to be a boy. And it would
be... why have you lost a pound in a week? [...] It just got to the target weight
and then it was discharged.” (Kevin)
For Kevin, the urgency and desperation of his pleas to be heard went unheard. Here, his
words powerfully convey how professionals’ silencing of his voice had left him living within
an intolerable, other body that was not his own — “i¢”. Kevin had given “everything over” to
the ED professionals but had been left with a broken trust: “it took many, many, many years
for me to be able to trust in, in, in, in anyone, never mind the services again.” This was an

experience shared by Rose, who, following a PTT event, shared losing her “faith in the
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service and belief that treatment could help at all.” Rose described her experiences of a
private therapist whose care she self-discharged from early in treatment:
“No, you know, you haven't heard me and you've kind of decided a narrative...
in your head, without really listening to what I'm saying. So yeah, invalidated
and unheard. Kind of like... I was quite angry.” (Rose)
Rose seemed to feel powerless over her own life story as it was in the hands of the therapist.
Rose later reiterated her anger, adding that this experience left her feeling “hopeless, because
I was hoping to have some sort of meaningful support. [...] I felt very kind of like isolated
and alone”.
“I Don’t Have a Single Choice in the World”: Powerlessness
This subtheme encompasses participants feelings of powerlessness due to
professionals’ actions around their PTT events. Amy recalled how she felt following the PTT
of her ED inpatient admission having been relocated to the PICU-like setting:
“That was horrible... [Pause] ... I think I was... because I was so far away
from home, and... I... I couldn't... I couldn't leave? (Laughs, then begins
crying). So... I think it's just an overwhelming feeling of being trapped... and
feeling out of control. [...] I just- I don 't have a single choice in the world.”
(Amy)
For Amy, her new admission seemed to leave her feeling isolated and powerless. Her initial
laughter seemed disbelieving before it appeared to turn into a grief for her younger self.
Rachel recalled an encounter with a nurse prior to the PTT of her day patient
treatment:
“She just forced us along there [a corridor] and it... it felt like a power trip. It

felt like, 1 feel a little bit like, (assumes the voice of the nurse) ‘I haven't got...
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I'm not as in control as I want to be, so I'm going to prove (plays with necklace

chain) I've got power by forcing you to do what I want you to do’.” (Rachel)
Rachel’s body language seemed like a means of self-soothing as she recalled her
powerlessness against the nurse; she appeared to relive past feelings of fear and anxiety when
recalling the event. Her repetition of the word “forced” added emphasis to her powerlessness
and carried connotations of coercion and oppression at the professional’s hands. Rachel
shared that, during this episode of treatment, it felt like the professionals “thought that I
chose to behave that way” and believed they needed to “feach me” a lesson, suggestive of a
punitive experience. Samantha shared a similar reflection, alluding to her relationship with
the ED service as punitive and infantilising around a PTT event, “like they 're a parent and
I’'m the naughty child”, adding that the relationship was “authoritative rather than caring” .
Kevin described a similar “superiority” from some professionals involved in his care and
added that it felt like “us and them: patients against staff, separated by a significant power
imbalance.

Serena experienced powerlessness in her desperate “fight” to access treatment after
an episode of PTT:

“I honestly don't think- if my dad hadn't battled for me... I don't think I'd

possibly even be here. I don't think I'd have lived. (Begins crying). And... and

that's quite.... hard to think that... if he hadn 't have fought, would they have

even done anything?” (Serena)
The actions of professionals left Serena powerless to fight for her own life. While her father
took up the battle for her survival on a new front, Serena was left trying to make sense of the
knowledge that the professionals might have let her die. Her father’s battle with services may
have been the only reason she survived to this day and recognition of this seemed deeply

painful.
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“The Neglect”: Being Met with Lack of Compassion and Understanding

All participants held experiences of professionals lacking compassion towards- and
understanding of- AN which they associated with feelings of neglect. For some participants,
this neglect directly led to PTT events. For others, this neglect was, in part, why the
systemically approved termination of their treatment felt inherently premature for them; they
had not received acceptable or “adequate” (Serena) treatment.

“I think, looking back at the- at times, the neglect. I can feel... sadness and

anger at times. You know, when I think of all of us, you know, individually as

well and... and I think knowing ... knowing that... (Long pause)... I don't know

how many of us have recovered from that time, really.” (Kevin)
Kevin felt anger towards the professionals who were involved in his and his peers’ care. His
pause seemed to carry a significant emotional weight; for him and many of his peers, their
treatment from those professionals had not led them to recovery, and seemed to have left
Kevin with an unresolvable sadness and grieving an undefined loss.

For Samantha, the name of the service she had accessed felt incongruent with her
experiences: “outpatient... care? - we'll use that term loosely”:

“I think they didn't want me to die from my eating disorder. Do I think that that

was about them having any care for me? No, not necessarily. And that was

because- it's because it's their job to tick box.” (Samantha)
Samantha experienced the professionals involved in her outpatient service as neglecting their
caring role and approaching her as a “fick box” exercise: reductive and dehumanising.
Similarly, Kevin experienced the caring professionals he encountered as merely asking, “the
questions that they had to ask on a tick-y box. And then their shift was done. [...] Everybody
was doing their roles, I suppose, to the best of what their roles were...? But following... a

shift, a role. A job given by somebody else.” Kevin appeared to empathise with the limitations
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of the professionals’ roles while recognising the systemic neglect and deferral of
responsibility that contributed to his PTT.

Rose’s parents had sought private therapy for her while she was repeatedly returned to
NHS waitlists following PTT events. She conveyed experiences of neglect and infantilisation
that she associated with her private therapist’s lack of compassion and understanding:

“Saying to my parents, oh, well, if you- just, eventually she'll eat like...

eventually she'll realise [...] You just need to sort of basically, in not as many

words, but get on and just do it and grow up.” (Rose)
This misconceptualisation of AN as behavioural led Rose to challenge the therapist’s claim of
holding specialist knowledge:

“I’'m not really sure this person was sort of qualified to be saying what she

was saying, or to be claiming that she was an eating disorder sort of

specialist.” (Rose)
Rose subsequently withdrew from the therapy and ended her own treatment early to avoid
harm. Her health was subsequently left to continue declining while she awaited support via
the NHS.

Like Rose, Rachel experienced many of the professionals involved in her care as
lacking “any idea about eating disorders.”

“I feel like there are already preconceived ideas about... who I am, what I'm

like.... There... It doesn't feel like there's any openness to really... or any

openness or interest in really knowing me. All they see is a person with an

eating disorder or an eating disorder that's attached to a person but that

person has no value in and of themselves. They are just an eating disorder.’

(Rachel)
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Rachel encountered professionals who seemed to neglect her core self, only able to perceive
her as her AN. When connecting with her experience of how professionals perceived her, her
language shifted from the personal to the detached; “/” became “they”, suggestive of staffs’
erasure of her self-concept feeling depersonalising. She experienced this as intentional and
the result of the professionals’ disinterest in- and lack of compassion towards- her. Rachel
emphasised the absence of “openness” from these professionals, seeming to accentuate the
closedness and immovability of their preconceptions. Samantha shared this experience and
encapsulated how she was positioned as an individual with AN during treatment, stating, “/
[was] the sick person”, and describing her treatment as, “done at me rather than with me...
and there was no... there was no... person in that. They were treating my eating disorder.
They weren t engaging with me as a person.” Like many other participants, Samantha’s
experience of professionals around PTT events included neglect through othering and
dehumanisation.
“Had the Wind Just Been Blown in the Other Direction...”: Feeling Lucky for Receiving
Good Care

This subtheme encompasses participants’ experiences of receiving good care from
professionals, which they universally described as “lucky” or “fortunate”. They often
contextualised within the wider systemic barriers that prevent good care and contrasted these
with their negative, harmful encounters with other professionals around their PTT events.
Samantha emphasised how “very lucky” she felt to have seen her “super honest” therapist,
adding:

“Had the wind just been blown in the other direction, I may never have even

got in front of... another professional and that kind of narrative that was being

given to me could have been... the story. And I could be dead.” (Samantha)
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Samantha accentuated the role of chance in her survival. It had been her then partner who had
found a private therapist and Samantha described how she had attended the first appointment
to “appease” them: “I wanted him to know, even when I died, that we tried everything. So I
was kind of going along as a tick box exercise”. Following a PTT event and the absence of
support, she had believed her death was inevitable. Her use of the phrase “tick box exercise”
mirrors her earlier description of the way in which NHS professionals had approached her
care, in both cases evoking a sense of dispassionately going through a series of motions.
Samantha continued to emphasise the role of luck in encountering “a professional with that
level of skill ”, as it transpired she had found in her private therapist: “Obviously that was to...
to some degree just chance”.

Samantha’s experience of being lucky for having found a good, compassionate,
skilled professional was shared by Rachel:

“It's luck in whether you happen to click with the therapist or not, but... she

was very skilled and very ... kind and compassionate and... she was an

amazing therapist. She had lots of skills she had... she did so many things to

help me... [...] Just felt incredibly fortunate.” (Rachel)
Rachel, too, emphasised the role of luck and good fortune in her having a positive, helpful
experience with a professional. To both her and Samantha, compassion and skills were
attributes that were uncommon in the professionals they encountered, leaving these positive
experiences, in contrast, feeling like exceptions to the rule that they needed to feel grateful
for. Sarah, similarly, described her experience of a therapist as: “incredible. She was so good
and compassionate, but also she knew what she was doing.” The meaning that Sarah gave to
this was that she was, “very lucky because it was private”’; she felt fortunate for being in the
financial position to evade treatment through the NHS, where her experiences had taught her

that clinicians were “hurtful”.
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GET Four: “Dual Identity... A Privilege and an Honour”: The Gifts of Dual Experience
of Anorexia

The name of this GET borrows from Rachel’s description of her dual experience. It is
a theme that names that which was embedded throughout participants’ interviews.
“Professionally, the Sense that I Make of That is...”: Consulting a Professional Lens

While all participants spoke to their lived and living experiences of PTT as IWAN, all
participants also appeared to consult their professional lenses to reflect upon their
experiences and seek additional understanding or alternative ways of making sense of them.
The majority of the participants approached their interviews from the position of being an
individual with lived or living experience of AN, seemingly inviting their professional lenses
in for consultation and then returning to their lived or living experiences. The participants
appeared to signpost these consultations by naming their shift in lens, as though
differentiating the meaning that their lived experienced and professional parts gave to their
experiences: ‘“now, professionally, I think...” (Samantha), “now, as a clinician, it makes
me...”" (Rachel), “as a clinician...” (Sarah), “as a support worker...” (Louise), “where I'm
at [in training] now, I feel...” (Serena). The participants then seemed to signpost their return
to their lived experienced lenses following their internal professional consultations ( “in my
personal experience...” (Louise), “back then...” (Kevin), “what I experienced at the time...”
(Samantha)). The participants appeared to take great care around these shifts in lens; they
appeared to consciously invite their professional reflections in at specific points during their
interviews, while seemingly ensuring that their lived and living experiences as IWAN were
given the space and time to be heard and understood in their own right. Unlike other
participants, Amy, contrastingly, proactively advised the PR that she would be relying upon

her professional lens during her interview; at the start of her interview, Amy informed the PR
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that she could describe “what happened clinically” but that she wished to remain emotionally
“detached” from her lived and living experiences:

“Its really hard- it it's really hard to kind of be in touch with myself, I guess.

[...] I cant really look at it any other way but clinically... I think the only way

to think about it is from that perspective.” (Amy)
Amy appeared to emphasise the emotional discomfort that her lived and living experiences
caused her, alluding to a need for emotional distance from them. Like the other participants,
however, Amy still appeared to shift between her professional lens and lived experienced lens
throughout her interview; her professional position seemingly signposted through her use of
clinical terminology (for example: “my formulation would be...”), and her lived experienced
position seemingly recognisable through shifts in her use of language and emotional
expression (for example: “So it... (crying)... it's for- I think I was just really angry with
myself. Sorry.”). When Amy reflected upon the meaning she gave to her experiences of PTT
as an undiagnosed neurodivergent individual, she recognised that, “none of that should have
really happened”, while also acknowledging, “they [professionals] didn't have the
information, I suppose, that I do now [...] That understanding might have entirely changed
things.” Here, Amy contrasted her professional knowledge with the knowledge and literature
that were available to the professionals involved in her care during preceding years. She
lamented “how easy it could have potentially been” should professionals have had the
training and knowledge to identify her needs as a patient, but appeared careful to avoid
centring blame in staff for the lack of associated research at the time. She concluded, “what
we know about neurodiversity now just wasn t what they knew about it then”, highlighting
improvements in professionals’ understanding of the links between neurodivergence and

EDs.
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Sarah spoke of the “perfect storm” of systemic challenges facing IwWAN today, noting
that they “really need help, but yet the help that we know is forever shrinking”, clarifying
that she was alluding to difficulties with funding, service provision, and the limited intended
outcomes of treatment approaches themselves. She appeared to signpost her shift to her
professional lens as she shared:

“dAs a clinician, thats really depressing. And it'’s hard to carry that. [ don't

know how people do carry that when they have to go and support people

knowing that this doesn t necessarily align with what I feel like I could do or

what we could do as a service.” (Sarah)

While Sarah had previously voiced anger and dismay at professionals when speaking to her
lived experiences, she also appeared to voice compassion for- and share- the systemic
challenges that they face. She held both positions simultaneously. Like Samantha, Rose,
Amy, Rachel, and Louise, when consulting her professional lens, Sarah used plural pronouns
of “we”, “our” and “us”, as opposed to separating herself from other professionals. She
noted that “we re taught” that social and community considerations are highly “important”,
but that “we don t do that” because of systemic limitations. Sarah, like other participants,
saw herself as part of the system that she believed was harmful to IWAN — a potentially
morally injurious position.

When reflecting upon the mismanagement of her PTT, Samantha shared: “as a
professional, I think it’s shocking.” This was an experience shared by Rachel: “As a clinician,
it made me really angry”. Samantha observed that the meaning she gave to her experiences
has changed over time due to her own development as a professional. While she felt this
provided her with insight into why professionals conducted themselves in the way that they

did, she noted that this did not always reflect favourably upon them:
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“I'd like to think that my professional knowledge makes me more

understanding than I was at the time, but I actually think it makes me less

understanding... because I'm like, they should have had the skills.”

(Samantha)
Throughout her interview, Samantha appeared to struggle to locate responsibility for her
painful and life-threatening PTT experiences, recognising that they were the result of
systemic difficulties but also considering the degree to which the professionals themselves
were accountable.

“Now, professionally, the sense I make of that is that those professionals [...]

did not have the knowledge of the actual reality of living with an eating

disorder. They might have known, you know, the medications and the blood

tests [...] but I don 't think that they actually comprehended.” (Samantha)
Samantha felt that professionals’ understanding of the lived experience of AN was notably
lacking. She also alluded to the medicalised nature of AN treatment approaches, highlighting
that this was insufficient.
“l Can See...”: Seeing the System

The name from this subtheme borrows from Serena’s consultation with her
professional lens. When reflecting upon the meaning she gave to her negative experiences of
PTT, she considered her experiences systemically, repeating the phrase, “I can see...” as she
spoke to her observations. This subtheme encompasses participants’ experiences of being
able to “see” the reality of the systems they were treated in, experienced PTT within, and
now work within through the insight of their dual experience.

Serena reflected:

“Because ['ve worked in this field, I can see, you know, it’s not that many

individuals [ ...] are in there for selfish reasons. They 're there because they
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want to care. But there isn't enough to back those people that care and that

have the passion to care... because of the powers that be that control the

purses and control the funding for research and expansion and development. 1

can see that.” (Serena)
Serena, whose experiences of PTT were marked by ongoing “battles” with treatment systems
and professionals, also saw and experienced the challenges that those professionals faced in
the hands of the systems they worked within. Throughout her interview, Serena was unable to
speak to any positive experiences with the staff she encountered during her treatment journey,
yet she still appeared cautious of centring blame within them, instead challenging the
treatment system. This contrasts with her experiences of professionals centring blame for her
illness and treatment difficulties within her. Serena alluded to perceiving AN professionals as
unsupported and at the mercy of those with decision-making authority. She also considered
the impact of this lack of support and funding on professionals’ knowledge alongside current
treatment recommendations, noting that staff lack:

“... the understanding, either, of how to appropriately... treat each individual

with an eating disorder, because although we re under the same umbrella of

eating disorder, those individuals who have experienced anorexia, we re all

still very different people. So we can 't blanket treatment for everybody.”

(Serena)
Serena saw that systemic limitations meant that professionals were not equipped with the
knowledge to provide individualised treatment, contributing to IWANs’ experiences of PTT.
She alluded to the limitations inherent to standardised treatment guidelines as a barrier to
individualised care and a cause of PTT, and recognised that one treatment approach cannot
meet the needs of every individual with AN. When reflecting upon alternatives, she swiftly

returned to a more hopeless, frustrated position: “That requires a lot of money and resources,
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to which the NHS is already at a stretch. So how on earth is it going to be able to do that
adequately?” Serena was angry with the systemic limitations inherent in AN treatment and
their role in the premature termination of her treatment. She named and understood the
rationale for standardised guidelines and protocols in the NHS, but consolidating this
knowledge with her personal and professional experiences seemed difficult and, at times,
painful: “I can see why. It just feels so unfair.”

Sarah, similarly, alluded to the powerlessness of ED professionals working within the
NHS: “They have to stick to very specific treatment protocols [...] and that’s the only thing
they can do.”

“That rigidity makes me sad because from my own experiences, if you 're

solely focusing on food and body and weight and recording [weight and food

intake], that’s the thing that put me off therapy and stopped me and stopped

other people who I've looked after.” (Sarah)
Sarah saw, the protocolised, standardised nature of treatments and care for AN as both
preventing IWAN from accessing treatment and contributing to self-initiated PTT. Her
repetition and emphasis of “stopped” carried connotations of experience of such approaches
feeling silencing and suppressive. Like Serena, Sarah recognised the NHS’ need to follow
protocols and focus on outcome measures to record, standardise and evaluate treatment, yet
also noted: “The irony that the rigidity within anorexia is paralleled within services makes
me feel a bit sad.” For Sarah, the system’s need to ensure the safety and efficacy of their AN
treatments appeared to be replicating the inflexibility of AN; something that is both
dangerous and deadly in the context of the illness itself. Her words seemed to carry a sense of
hopelessness for AN-treating systems and the prevention of PTT.

“On the Other Side”: A New Knowledge
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The name of this subtheme is borrowed from Samantha, who reflected upon the
moment she “realised” she held both lived experience and taught knowledge: “and now I've
got this new skill . For Samantha, it seemed her dual experience combined to create a new,
strengthened skillset: “I actually think it strengthens me [as a professional] ”. She described
it as something she “look[s] after and reflect[s] upon” with “good supervision”, suggestive
of it being a quality that she treasures and nourishes. Samantha described herself as “working
really hard” to “not exist in” the professional or patient “binary” and own her dual
knowledge. She considered dual experience as the creation of a new knowledge:

“I think it's really important that we start to learn more about... the reality

that those things coexist and that actually... people that have got experience of

both have maybe got some knowledge that people with only lived experience

or people with only clinical experience don't have because of the way that we

might make sense of it?” (Samantha)

This contrasts with how Samantha’s dual experience was received by other professionals:

“I... distinctly was given the message that I... should hide?- my lived... my

lived experience now that I was a professional. Like you'd sort of crossed some

sort of bridge and you were on the other side.” (Samantha)

Here, Samantha alluded to an ‘us and them’ divide. For her, becoming a professional seemed
to require the metaphorical death of her lived experienced self; it was perceived by other
professionals as unwelcome and shameful.

In contrast to her own experience of some professionals, Sarah shared the compassion
and insight she held in her own work. She recalled her first role working professionally with
others with AN: “I remember feeling [their] shame”. Sarah appeared to deeply empathise
with her clients’ experiences, sharing their emotional burdens. She noted that PTT was

“palpable” and that she “could almost predict it coming” based upon which therapist an
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IwAN had been allocated to or the therapeutic modality they were going to receive. She
recalled the feedback she received from those she cared for: “you re very genuine. You
genuinely care. And I do wonder if part of that is... because it is genuine.”’ Sarah’s emphasis
of genuineness was suggestive of this being something lacking from those individuals’
previous experiences of care and treatment. She associated her genuineness with her lived

experience, noting that this enabled her to deeply connect with her clients.
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6.0 Discussion

6.1 Overview

This chapter will explore the present study’s findings, situating them within the
current landscape of literature relevant to the themes that emerged. It will critically review
the study, consider future directions and clinical and wider implications, before drawing to a
close with overall conclusions. (RJE 8).
6.2 Summary of Findings

The present study sought to explore INDEANS’ experiences of PTT and the meaning
that they gave to them in depth. It hoped to elucidate the phenomenon of PTT through the
experiences of this under-researched population (Curry and Andriopoulou, 2023). All
participants held personal experience of PTT, and six of the study’s eight participants had
multiple PTT experiences during their treatment journeys. While the participants’ experiences
of PTT varied broadly — across different treatment settings, at different ages, initiated by
different parties — their experiences shared four key, central themes. These were inclusive of
encountering systemic barriers, being within treatment systems that seemed to serve AN
better than it served the needs of the individual themselves, encountering harmful
professionals, and the gifts of their dual experience of AN in relation to making sense of
those experiences.
6.3 Situating the Present Findings within Wider Literature
6.3.1 Systemic Gaps and Margins

A common experience amongst the present participants was that of falling into the
gaps and margins between AN-treating systems, and this either leading to- or being the result
of- PTT events. The participants identified these as systemic difficulties. Vinchenzo et al.’s
(2022) findings suggested a similar conclusion, with the researchers remarking on PTT’s

‘intertwined-ness’ with service-level factors. Pehlivan et al. (2022), analogously,
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conceptualised PTT as a clinician and healthcare delivery factor contributing to the poor
treatment outcomes and high relapse rates often seen with IWAN. The researchers called for
an evaluation of both the implementation of current ED treatments and elucidation of gaps in
service delivery, noting the cost ineffectiveness of the treatment system as it currently stands.

A subset of the present participants experienced falling into the gaps between
CAMHS and adult services, both initiating PTT and causing their AN to worsen. Research
suggests that onset of AN may be most common during adolescence with an average duration
reported to range between six and a half and fourteen years (Fernandez-Aranda et al., 2021;
Treasure et al., 2005; Zerwas et al., 2013). As such, young IWAN often undergo transition
between CAMHS and adult services (Lockertsen et al., 2021). Research suggests that this
transition is commonly poorly managed (Lockertsen et al., 2021) and that PTT is a common
outcome for young people with ED undergoing the process due to the inflexibility and
misalignment of the two treatment systems (Broad et al., 2017). This systemic difficulty is
not exclusive to EDs; Singh et al.’s (2010) study found that less than 5% of young people
experiencing a mental health difficulty had a satisfactory transition between their respective
CAMHS and adult services. Lockertsen et al. (2021) advocate that good collaboration
between the two services is essential in supporting young people with AN to manage the
transition successfully, yet note that significant systemic gaps persevere, perpetuate harm,
and cause PTT.

Kazdin et al.’s (2017) review addressed ‘critical gaps’ in the treatment of EDs. The
researchers highlighted a significant research-practice gap present in the field, resulting from
the discrepancy between what is known about effective treatment and that which is actually
provided to IwAN. While this reflects the present participants’ experiences of the application
of weight-based criteria and lapses in continuity of care, Kazdin et al.’s (2017) review differs

from the present study in that they advocated for the robust following of ED treatment
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protocols. In contrast, the present participants felt frustrated with the limitations of current
treatments and experienced positive professional interactions where their professionals
thought outside of standard, “blanket” (Serena) treatment protocols.

As experienced by the present participants, NHS England (2024) noted that IWAN
and other EDs frequently encounter poor transitions between services, facing delays and
disruptions in their care. NHS England’s (2024) report also called for professionals to work
collaboratively to provide holistic, tailored care, and be trained to care for commonly co-
occurring conditions to avoid gaps in care; the report recognised ongoing systemic challenges
across these domains in the treatment of AN. Kastner et al.’s (2021) study of the initiation of
treatment for AN highlighted similar barriers and facilitators as the present study’s findings
relating to PTT, naming systemic challenges and negative experiences of professionals. The
researchers noted that the barriers and facilitators they identified were modifiable through the
systemic change of AN-treating healthcare systems.

6.3.2 The Systemic Feeding of AN

All participants spoke to encountering systemic difficulties in relation to PTT events
and had experiences where these had served to worsen their illness and prognosis rather than
treating it to a point of remission or personal or clinical ‘recovery’. In the present study,
participants alluded to this as a systemic feeding of AN that left them abandoned to their
untreated or incompletely treated illness following PTT. Within this theme, participants
shared experiences of treatment services conceptualising AN as a solely physical illness
marked by significantly low weight and subsequently deeming IwWAN as ‘well’ once weight
had been partially restored. This is consistent with existing qualitative explorations of the
lived experiences of IWAN and PTT, where literature documents the negative impact of AN-
treating systems’ focus on weight improvements as a measure of wellness. The findings from

the present study closely align with those of Babb et al.’s (2022) meta-synthesis. The authors
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found that their research into the treatment experiences of IWAN highlighted a systemic focus
on weight restoration with ‘little regard’ for the psychological impact of treatment. Like the
present study, they found that participants commonly shared experiences of being discharged
from services once they had reached their target weight despite having made minimal or no
psychological progress. The researchers’ identification of feelings of aloneness and the
inevitability of relapse in IWAN post-discharge echo the present study’s subtheme of
‘abandonment’ to AN.

However, it is notable that the present participants identified the experience of being
discharged following improvements in weight without having received “adequate” (Serena)
psychological support as PTT — a novel conceptualisation of the phenomenon that has not
previously been captured in ED literature. Serena, Kevin, Amy, Louise and Rachel
conceptualised parts of their treatment as having been prematurely terminated because their
treatment had ended before they felt it was complete: after weight improvements, yet before
their AN had been meaningfully or holistically treated. Services’ focus on weight is well
documented in literature across recent decades (eg. Babb et al., 2022; Chang et al., 2023;
Redgrave et al., 2015; Roots et al., 2006). As recognised by the present participants, weight
restoration is a key requirement of AN treatment due to the medical risks associated with low
body weight (NICE, 2022) and studies suggest that early weight gain in treatment may be
important for long-term prognosis (Bargiacchi et al., 2019). SLRs have found that, while AN
treatment can temporarily improve weight, IWAN remain at an ‘exceedingly’ high risk of
early relapse post-treatment due to ongoing, untreated psychological distress (Khalsa et al.,
2017). Further research suggests that the assumption that weight restoration is a proxy for
psychological recovery from AN is not empirically supported (Murray, 2018), and that the
systemic focus on weight as opposed to ‘being well’ comes at the detriment of good practice

and client-centred care (Johns et al., 2019).
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Given that the aetiology of- and predictors of recovery from AN- are uncertain, some
US-based researchers note that there is inadequate evidence upon which to set current
standards of care internationally and challenge the notion that a ‘one-size-fits-all’, weight-
based approach to treatment can adequately support IWNAN (Kaye and Bulik, 2021).
Furthermore, AN-treating services’ the conceptualisation of AN as a predominantly weight-
based illness appears misaligned with the illness’ diagnostic criteria. Both the Diagnostic and
Statistical Manual of Mental Disorders, fifth edition (DSM-V: APA, 2013) and ICD-11
(WHO, 2022) are clear that a diagnosis of AN can only be made in the presence of both
physiological (eg. restriction of nutritional intake, low weight or in weight restoration from
low weight) and psychological (eg. an intense fear of weight gain, persistent behaviours that
interfere with weight gain) symptoms, meaning that individuals considered to be presenting
with AN are inherently in psychological difficulty (Murray et al., 2018). In addition, research
suggests that the psychological difficulties associated with AN frequently persevere
following weight restoration (Barko and Moorman, 2023). The meaning the present study’s
participants gave to the AN-treating system’s focus on weight is that they are streamlining
their treatment requirements in order to facilitate quicker and more definably attainable
outcomes. This is supported by Vinchenzo et al.’s (2022) suggestion that explorations of PTT
in AN research highlight the limitations of current treatment approaches and raise the
question of who benefits from the system in its current state.

Participants’ experiences of their psychological difficulties being neglected around
PTT events also aligns with existing literature. A recent meta-analysis of 35 randomised
controlled trials of treatments for AN suggested that, while improvements in weight were
generally observed in the short-term, there was no effect on psychological outcomes (Murray
et al., 2018). Recent literature has therefore suggested that weight-centred conceptualisations

of AN and its ‘recovery’ are reductionist, and challenged the notion that ‘more weight’
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constitutes ‘less illness’ (Barko and Moorman, 2023). Researchers recognise that weight
continues to be the primary and prioritised index of recovery from AN, relied upon by
treatment trials, long term follow-up studies, and treatment services to evaluate efficacy
(Murray et al., 2018), yet IWAN and a growing body of empirical evidence continue to
advocate that weight restoration or improvement does not equate to wellness or ‘recovery’
(eg. Chang et al., 2023; Ince et al., 2025). Auger et al.’s (2021) longitudinal study into deaths
of IWAN found that suicide was among the three leading causes of death, further suggestive
of the importance of psychological support in AN treatment. Babb et al. (2022) highlighted
the importance of ED services adopting an individualised approach to the treatment of IWAN
and a holistic approach to care as advocated for by the present participants. Similar to the
present study, the researchers’ findings were also suggestive of a need for AN-treating
services to support IWAN to uncover and address the underlying causes of their illness,
consistent with Vinchenzo et al.’s (2022) conclusions.

Research continues to note the inconclusive and conflicting evidence base for
psychological therapies for AN (Bulik et al., 2015), a lack of ‘gold standard’ effective
therapies (Murray et al., 2017), and an absence of data supporting the rationale for current
therapeutic treatment recommendations in the context of evidence suggesting that no existing
approach is reliably superior to the other (Solmi et al., 2021). While research highlights the
importance of psychological support in AN treatment, it also suggests that current therapies
are of limited efficacy. Wider AN research has noted that the therapeutic relationship may be
a stronger predictor of positive outcomes than the therapeutic modality itself and that strong
therapeutic alliances have been associated with the prevention of PTT, weight improvements,
AN symptom reduction, and decreases in depressive symptomology and AN cognitions
(Graves et al., 2017; Zaitsoff et al., 2015), highlighting the importance of professionals’

compassion towards- and understanding of- AN.
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6.3.3 Being Harmed by the Helpers

The present study’s participants universally held experiences of encountering harmful
professionals proximate to their PTT events. Themes documented in existing literature align
with those that were prevalent for the present participants. Vinchenzo et al.’s (2022) study of
PTT experiences in IWAN found difficulties with the actions of professionals to be a
prevalent theme across ten publications, describing this subtheme as ‘feeling misunderstood
or unheard’. While Vinchenzo et al. (2022) focused on instances of self-initiated PTT,
participants across the review’s included studies shared experiences of professionals lacking
receptiveness to individual needs, sensitivity to lived experiences of AN, and understanding
of AN more broadly, aligning with the present findings. Vinchenzo et al. (2022) advocated
the importance of strong IwAN-professional relationships where professionals are responsive
to IwWANs’ needs, noting that this was currently lacking in the clinical field and contributing
to PTT.

The experience of professionals lacking knowledge and understanding of AN is well
documented in literature and researchers commonly conclude that further training is needed
in order to improve treatment experiences and reduce phenomena inclusive of PTT (Chang et
al., 2023; Johns et al., 2019; Jones et al., 2013; Ramjan, 2004; Wu and Chen, 2021).
Furthermore, the consistency of such findings over recent decades may suggest that the
under-training of specialist professionals remains systemic and unaddressed. Research
suggests that inexperienced and under-trained professionals can hold stigmatising beliefs
about IWAN (Thompson-Brenner et al., 2012) and has found that only one third of
professionals report having received four or more hours of ED-related training over the
preceding five years (Anderson et al., 2017). Numerous studies evidence a lack of trust
between IwWAN and their treating professionals due to professional misconceptions of AN (eg.

Reas et al., 2021; Thompson-Brenner et al., 2012; Vandereycken & Devidt, 2010). Studies
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have found that IWAN may be more likely to receive negative reactions from the
professionals involved in their care than other patients due to staff preconceptions about the
illness being a choice, the result of behavioural difficulties, and innate to the individual (Reas
et al., 2021; Thompson-Brenner et al., 2012). Currin et al. (2009) suggested that
professionals’ stigmatisation of AN may result from pessimistic perceptions of AN prognosis,
and Reas et al. (2021) associated this stigma with professionals’ misconception that IwAN
have control over their illness. Kastner et al. (2021) suggested that professionals who
trivialise AN or neglect IWAN are a ‘weakness within the healthcare system’ — a systemic
weakness — that can contribute to the worsening of AN symptoms and cause those individuals
future difficulties in returning to services due to broken trust. In the present study, however,
the actions of such professionals were commonly attributed to a lack of knowledge and
compassion that they appeared to view as a systemic (rather than individual) problem;
contributing to a systemic dearth of compassion that created a suppressive power imbalance
that established an ‘us and them’ — IwAN vs. professionals — divide. While this phrase does
not commonly appear verbatim in AN literature, it is commonly alluded to (eg. Graham et al.,
2020; Sibeoni et al., 2017). Johns et al. (2019), for example, found that the systemic
disempowerment of IWAN in treatment led to a loss of identity, needing to ‘put on an act’ as
the ‘perfect patient’ to perform compliance and avoid punishment, and enter an imbalanced
power dynamic with professionals. The researchers posited that, should power relations be
more balanced in treatment, outcomes may improve, and advocated that professionals avoid
misusing power and control in pursuit of treatment agendas. The meaning that the present
participants gave to their positive experiences of professionals was that they were ‘lucky’ or
‘fortunate’. While this does not appear to be a conceptualisation of encounters with ‘good’

professionals that is directly reflected in existing literature, the large body of evidence
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suggestive of harmful experiences of professionals both surrounding PTT events and in
treatment more broadly (eg. Johns et al., 2019) might be viewed as supporting this finding.

While the present participants recognised the harm their treating professionals had
caused them, many also consulted with their professional lenses and spoke to the difficulties
that professionals face. These experiences are also supported by existing literature. Studies
suggest that professionals’ lack of knowledge can leave them feeling hopeless about
themselves and IwAN, concerned about their lack of competence, and burnt-out by systemic
difficulties within AN-treating services (eg. Devery, et al., 2018; Monteleone et al., 2024;
Thompson-Brenner et al., 2012). Research also connotes that healthcare professionals who
experience burnout are less likely to respond appropriately to patient needs, resulting in
negative outcomes for both parties (Hage et al., 2021). While Hage et al.’s (2021) Norwegian
study suggested that levels of burnout amongst specialist ED professionals may be lower than
previously thought, the researchers also found that ED-specific factors such as risk due to low
weight and ego-syntonicity, and staff preconceptions about the nature of EDs are strong
predictors of emotional exhaustion, cynicism, and a reduced sense of personal
accomplishment.
6.3.4 The Gifts of Dual Experience of AN

All participants consulted their professional lenses to contribute additional sense-
making to their lived experiences of PTT. Each participant had their own, unique relationship
with this lens. They used this lens to reflect upon their experiences of PTT, respecting them
while contributing further context to them and situating them systemically on wider, macro
levels. This phenomenon is evidenced in wider existing literature, which suggests that dual-
experienced individuals’ dual relationship with mental health treating systems provides them
with a unique degree of experiential insight that can be utilised in their sense-making of their

experiences (Adame, 2011), often attributed to their situation within the somewhat liminal
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space between ‘us’ and ‘them’: professionals and their clients (eg. Cleary and Armour, 2022).
This aligns with the present participants’ prevalent experiences of being able to truly “see”
the systems responsible for treating AN; seeing the systems through both their lived
experiential and professional lenses, and often holding space for both perspectives
simultaneously.

Participants reported valuing the insight offered to them as dual-experienced
individuals, which is congruent with Curry and Andriopoulou’s (2023) study of INDEANSs’
experiences of treatment. The researchers found that their participants experienced their dual
relationship with AN as enabling a novel type of understanding and empathy that was not
shared by their colleagues. This resonates with the present study’s finding that participants
considered their dual experience as a new form of knowledge conducive of a novel skillset
that facilitated their professional work. This finding is also supported by wider literature
outside the AN or ED fields. As evidenced by this project’s SLR, FTPs experienced their dual
experiences as providing them with a new, organic, visceral knowledge that complimented
their professional work.

6.4 Critical Review

The present study facilitated the capturing of experiences of PTT from IWNDEAN. A
strength of the study was its capture of a broad range of this population’s experiences. It
enabled participants to bring their own conceptualisations of PTT, facilitating AN literature in
furthering its understanding of the phenomena with the experiences and sense-making offered
by this population. Based upon participants’ feedback, the PR’s insider researcher position
fostered a supportive, understanding interview context in which they felt able to trust them
with their experiences. Multiple participants described their involvement in the study as
therapeutic and expressed gratitude for the opportunity to speak to their experiences,

suggestive of the study being of multi-directional value.
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While the study had ensured its recruitment criteria encompassed IwAN who did not
hold a formal diagnosis of the illness out of recognition that such voices are commonly
excluded from research, all participants who self-identified for the study held current or
historic formal diagnoses. The study’s recruitment criteria also included individuals with
atypical diagnoses so as not to perpetuate the discrimination against- and exclusion of- such
experiences in research (Harrop et al., 2023), yet only one participant held the experience of
atypical AN (AAN) and it was within the context of fluctuating between AN and AAN
presentations. As such, AAN experiences were notably underrepresented in the present study,
and the experiences of individuals navigating PTT events without a formal diagnosis or
within transdiagnostic settings were not captured. While the reason for this
underrepresentation is unknown in the context of the present study, research suggests that the
DSM-V (APA, 2013) changes to AAN diagnostic criteria, whilst being more inclusive of
differing body weights, may have left healthcare professionals unclear as to who the
diagnosis might be applicable for (Birgegard et al., 2023). Research also suggests that
individuals with AAN, who typically present at higher weights compared to IWAN due to
diagnostic boundaries, are more likely to encounter weight stigma when seeking support
which prevents their diagnosis (Cunning and Rancourt, 2024). As such, it may be that
individuals who meet AAN diagnostic criteria may remain undiagnosed even after seeking
support and subsequently be unable to access care or treatment (Harrop et al., 2023). It is
therefore possible that the stigma, lack of diagnostic clarity, and difficulties accessing care
commonly encountered by this population may have prevented individuals self-identifying
for participation in the present study.

Such research may also contribute to understanding the underrepresentation of male
experiences in the present study. Studies suggest that current estimates of UK men

experiencing an ED are an underrepresentation due to difficulties regarding clinicians’ ability
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to recognise EDs in men, historically incorrect conceptualisations of EDs as female illnesses,
stigma, and barriers hindering males from help-seeking and presenting at primary care
services (Coopey and Johnson, 2022; Maloney et al., 2024). Research, similarly, highlights
the treatment barriers and stigma encountered by transgender and gender diverse IWAN and
wider ED presentations (Sun et al., 2025). While little research to date has explored this
population’s experiences of accessing mental health professions, existing literature suggests
that they also encounter barriers, stigma, harassment, violence and abuse in wider
professional organisations (Collins et al., 2015). Such findings may explain why this
population is minimally represented in the present study.

Additionally, the overwhelming majority of the study’s participants were white
British, meaning that minoritised ethnicities were significantly underrepresented. While it is
not possible to be certain within the context of the present study, research suggests that this
may be a reflection of the difficulties that minoritised individuals face when seeking and
accessing treatment for AN (Acle et al., 2021) as previously discussed. As both experienced
by a participant in the present study and evidenced in research, minoritised individuals are
routinely subjected to the oppression and harm of systemic racism within mental healthcare
systems (Reyes-Rodriguez and Franko, 2020). This systemic racism continues to thrive in
professional settings, routinely serving as a barrier against minoritised individuals entering-
and having equitable access within- mental health professions and training courses (eg.
Francis and Scott, 2023; Wood, 2020).

IPA is an intrinsically interpretative methodology, and Smith et al. (2021) recognise
that any two researchers’ analyses of a data set may therefore look quite different.
Additionally, IPA studies rely on participant self-report and may be subject to bias or error
(Jobe and Mingay, 1991). Participants also self-identified and may therefore have had their

own motivations for contributing to the study, potentially introducing bias (Turner et al.,
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2021). Inherent to the methodology is recognition that the PR’s own contexts and experiences
interact with the research data during analysis and that this should be named, embraced, and
appropriately bracketed to produce a high quality IPA study (Nizza et al., 2021), but this may
also be conceptualised as introducing bias (Smith et al., 2021). However, IPA’s purposiveness
and phenomenological focus facilitated the deep experiential analysis of the present
participants’ experiences, meaningfully contributing to the advancement of research in its
field. Great care was taken to ensure the quality and validity of the present study (see
‘Methodology’section), which met CASP’s (2018) qualitative criteria for appraisal of
research in addition to comfortably aligning with Yardley’s (2000) adjunctive criteria.

6.5 Clinical Implications

The overarching meaning that participants gave to their experiences of PTT was that
they were the result of systemic difficulties within the AN-treating system. This study
therefore joins a growing body of literature calling for urgent systemic change and
improvements (eg. Brown et al., 2025). In recognition of the funding limitations faced by UK
healthcare systems in the present economic climate (eg. Boltri et al., 2024; Gilsbach et al.,
2022), the following section will focus on clinical implications that may be navigable within
this context.

To date, AN literature has predominantly framed PTT as an IwAN-initiated event that
poses challenges for the AN-treating system. The present participants’ experiences appear to
call for a shift from this narrative, instead bringing attention to the systemic difficulties
within treatment settings that impact upon IWAN and predicate PTT events. This attention
shift has implications for future research efforts, which might take the form of the AN-
treating system turning its gaze inwards to examine its own role in PTT events and associated
experiences. The need to address the systemic barriers and gaps frequently encountered by

IwAN around PTT events is well recognised but has yet to be successfully actioned (NHS
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England, 2024). This may have implications for service policy, where changes that permit
increased flexibility around inter-service transfers of care might mitigate some iatrogenic
harm while further, action-focused research takes place.

The present findings also have implications for staff training needs, which the present
participants’ experiences indicated is an immediate priority with a view to improving
understandings and compassion towards IwAN and mitigating avoidable iatrogenic harm
surrounding PTT events and within treatment more broadly. The present participants, along
with the individuals whose experiences were captured within the present SLR, named the
value of holding both lived experience and professional insight, and attributed this to a
capacity for a deeper empathy with their clients. This suggests that improved training should
not just be informed by-, but designed- and led- by individuals with lived or living experience
of AN, so as to provide professionals with insight into the lived or living realities of the
illness and experiences of the AN-treating system. This may, additionally, help to foster a
shared language between IwAN and professionals that is rooted in experiential knowledge
and which may contribute to the reduction of the gap between ‘us’ and ‘them’. Such training
should be mandatory for all professionals studying healthcare qualifications, so as to begin
fostering a systemic culture shift away from misunderstandings of- and stigma towards-
IwAN.

Research supports the present study’s finding that AN-treating systems’ weight-
centred criteria for treatment access and discharge serve the system as opposed to IWAN,
further suggesting that this part of the system is maintained by funding limitations (Kazdin et
al., 2018; Vinchenzo et al., 2022). While the present findings suggest that these criteria can be
experienced by IWAN as harmful and can predicate PTT events, often leading to a
requirement of further treatment, clinical implications relating to the system’s management of

funding fall outside the scope of that which can be suggested by the present study’s findings.
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The participants’ experiences of abandonment following PTT events, however, are suggestive
of an absence of effective and meaningful post-treatment support, which may be more readily
addressable. Given IWANSs’ previously discussed high relapse rates and the limited efficacy
of currently available treatments (Gregertsen et al., 2019; Jagielska and Kacperska, 2017),
individual AN services might consider reviewing their post-treatment support processes. For
services where post-treatment support is offered, client-led evaluations of their efficacy may
be prudent. For services where this falls outside of their commission, reviews of their inter-
service communication following discharge might support them to ensure that other levels of
the healthcare system are aware of IWANs’ potential relapse risks and recovery needs.
6.6 Suggestions for Future Research

In the present study, the participants consulted both their lived and living experiences
of AN and their professional lenses to make sense of their experiences of PTT. As such, they
were both the ‘us’ and the ‘them’ within the ‘them and us’ socially constructed divide that
they described encountering surrounding their PTT experiences. The IWDEAN population
remains under researched but may provide further insight into key challenges in AN
treatment, service provision and access to services. Warren et al.’s (2013) study into job
satisfaction and burnout in ED professionals found that approximately half of their sample
reported either a personal history of ED or high levels of ED symptoms. Hage et al. (2021)
concluded that this may mean individuals with dual experience of EDs, inclusive of
IwDEAN, may be a sizeable population. In addition to contributing INDEAN experiences to
AN literature, future research might consider quantitatively studying the size and
demographics of the population to further contextualise those individuals’ experiences.
6.7 Conclusion

The present study explored, in depth, INDEANSs’ experiences of PTT and the meaning

that they give to them. The study was conducted ethically and with methodological rigour,
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and was designed with the needs of its participant population at the forefront; EbE input was
included at all stages of its conceptualisation and the participants themselves were invited to
contribute to the direction of the study. Four GETs were identified, inclusive of: systemic
barriers: becoming lost in the gaps and margins; the systemic feeding of AN; being hurt by
the helpers; and the gifts of dual experience of AN. This study was conducted by an insider
researcher, allowing for an additional level of depth of analysis of participants’ experiences,
while the study’s methodological rigour ensured that each participant’s voice remained
centred throughout analytical processes. Even so, the research team acknowledges that the
interpretation that they have presented is but one possible interpretation. The study’s findings
have contributed voices of IWDEAN to discourses around PTT and, more broadly, to
discourses about the current state of UK-based AN-treating systems and the professionals
within them. It contributed a novel, adjunctive perspective to these conversations through the
experiences of its previously under-researched population, and facilitated their voices and
experiences in becoming seen and heard by the wider research community. These dual-
experienced voices, inclusive of the PR’s, do not serve to replace those of lived and living
experience or those of professionals in the field, but instead take their place alongside them.
As this report draws to a close, it feels important to return to the experiences of the
study’s participants. While the present study does not reflect favourably upon the AN-treating
systems’ role in PTT, it is notable that many of its participants retained hope for systemic
change that might prevent the replication of their experiences for others with AN. To borrow
Samantha’s words once more, the present study concludes that, as AN professionals and
researchers, “we need to do better”. An ever-growing body of research, now inclusive of the
present study, suggests that IWAN and professionals have quite significantly differing takes
on the difficulties associated with AN; described by Barko and Moorman (2023) as speaking

different languages. The present study found that this extended to a lack of shared
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understanding around not just PTT causes and experiences, but its definition. Both appear,
however, united alongside INDEAN in a struggle to navigate AN-treating systems as they
currently stand. This study and its participants therefore join existing research in calling for
urgent systemic change in the treatment of AN that is responsive to voices and needs of lived

and living experience of AN.
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Appendix A

Reflexive Journal Entries

Please Note: In some places within the excerpts below, some additional information has been
added retrospectively by the PR in square brackets with a view to providing the reader with

additional clarity or context. Some extracts have been abbreviated (indicated by [...]).

Entry 1:
A Journal Excerpt Relating to the Experience of Sharing Reflections:

While I have always been aware that [ will share excerpts from this journal with the
project’s reader, there’s a part of me that, now, feels reticent to do so. In fact, I think it’s a
little stronger than that — a part of me is resistant to doing so. I find myself feeling vulnerable,
and sitting with an urge to protect myself. Saddeningly, it’s taken little time to connect with
that part of myself and ask it what it feels the need to protect me from and why. As an
incoming Clinical Psychologist, a part of myself continues to fear clinicians. I think this is
also a sentence that needs to be a little stronger — a part of me is terrified of them. [...]

In sharing my reflections, I am sharing a part of myself with others. Others whom I do
not know, and whose responses I cannot gauge. Once that part of myself is accessible to the
others, they will process it — digest it. While not inherently a bad thing (there are many
clinicians and individuals with lived experience out there whom I am excited to share our
project with), it is this that brings me fear. It is in these sections of text that my voice of lived
experience feels more present — I have, after all, used this book [reflexive journal] to reflect
at length upon my own, personal experiences in relation to our [the research team’s] work. It
appears, however, that a part of me remains fearful consciously allowing myself to share that

part of me. A part of me wants to somehow remove myself from my reflections. This makes
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me angry. Furious. Because another part of me stands for the very opposite. It also makes me

deeply sad; I’'m going to be asking our participants to do the same.

Entry 2:
A Journal Excerpt Relating to my Lens

I’ve been reflecting upon my previous entry [entry 1, above] since I wrote it. What
will make this experience [sharing their dual experiences] different for our participants? Will
they feel the same as I do now? And is it possible for me to support them to feel differently? I
find myself feeling tentatively hopeful that my insiderness brings them a slight ease in
discomfort, but I'm mindful that their experiences will still be, essentially (albethey in an
analysed form and pseudoanonymised) with others upon publication.

Moreover, are there other aspects of me — my other points of intersectionality — that
might contribute to a sense of discomfort or unease? Inevitably, certainly. Some aspects of the
lens through which I interact with the world are highly visible. I walk through the world with
a significant amount of visible privilege. I must carefully consider this throughout the entirety
of the project. (4 photograph of the PR s mapping of their lens — created at the time of this
Jjournal entry - is included below. It was created after reflecting upon Burnham's (2012)
Social GRRAAACCEEESSS, which the PR felt prompted to do following the present journal

entry).
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Entry 3:
A Journal Excerpt Relating to the Decision to Conduct a Literature Review of FTP
Experiences as Opposed to PTT in AN:

Recent SLRs and meta-analyses of PTT studies in AN have been published, and I
have struggled to design a review that meaningfully adds to research without duplicating
existing efforts or producing a review that fails to meet the retrieved paper requirements of
the Doctoral College. Existing reviews feel frustrating — many capture and perpetuate some
of the stigmatising narratives around PTT in existing literature — but I can see that it is
difficult to avoid this given the current evidence base. I had chosen to conduct an SLR of
IwANSs’ experiences of PTT, but despite the best of efforts, it seems that such a study does not
enable me to meet the Doctoral College’s requirements due to a lack of existing literature
(although the available literature is rich and valuable). My hands are tied. This does,
however, further highlight a need for a study such as [the present empirical study].

An Excerpt from the Following Week:

I’ve now solidified the new review’s proposal and I’ve committed to conducting a
review of the experiences of FTPs. After numerous trial runs of my original review
[experiences of PTT in AN treatment], I’ve decided to take a step back, reflect, and redirect —
take the review in a different direction. I feel disappointed to lose the existing work, but also
feel confident that this redirection better serves the project and the wider dual-experienced
population [not just IWNDEAN but individuals with dual experiences of other mental health
difficulties], and would be of benefit to the research community.

My empirical study will recruit INDEAN — individuals from a community inclusive
of FTPs and individuals whose professional roles rely on the sharing of their lived or living
experiences (such as peer support workers and lived experienced practitioners). But ['ve

found that the vast majority of the research that’s been available to me when drafting my
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introduction is from the peer support/lived experienced practitioners subset of the dual-
experienced population. Comparatively, very little research explores the experiences of FTPs,
and only a small subset of that research would be considered ‘truly’ empirical by the wider
research community. There are some truly beautiful, powerful, poignant and heart-breaking
FTP first-person narratives in publication — these have brought me much solace, strength, and
shared anger as I’ve navigated my career to date — but I’ve found that these are so commonly
lost or disregarded by the research community because of why or how they have been
written.

I feel I cannot overlook this opportunity to contribute to research’s understanding of
the wider dual-experienced community and contribute to capturing the fact that, within the
population, there is so much diversity. So many points of intersectionality. Not all dual-
experienced individuals have peer support roles: they exist within formally trained roles, too.
The dual-experienced population is rich with experiences. I feel I cannot meaningfully
embark on my empirical study without capturing and addressing this, and utilising this as a
learning opportunity. I am so excited to learn of the findings of the review and see how they
fit alongside peer support/lived experienced practitioner experiences. I’'m excited to
potentially contribute to the elucidation of our wider dual-experienced population. I hope to
serve the wider dual-experienced population by adding to the empirical literature base and
facilitate it in being more loudly heard within the research community.

An Excerpt from a Later Entry Relating to Worries about the Reception of the Present

Literature Review:

Natalie supports my decision and rationale whole-heartedly, which increases my
confidence slightly, but I'm struck by how fearful I am that my decision might be perceived
as strange by my examiners. I don’t know who they will be or which lenses they might see

and experience this project through. I can see how they might find my rationale somewhat
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protracted if their preference is for the neatest of narrative threads or if they are personally
more distanced from dual-experienced [mental health] populations [as defined within the
context of the present study] and find my review’s concept trivial. I truly hope that is not the
case. I find myself returning to the idea of the narrative ‘funnel’ that we’ve [the cohort] been
advised to adopt throughout our theses. To me, there’s a clear funnel. Perhaps not the obvious
funnel-based choice, but a funnel nonetheless! I’'m mindful that I keep seeking reassurance
about this from my research team. I wonder why this is? Perhaps some internalised stigma
finding its way in? Perhaps my autistic fear of my ‘clear funnel’ being an obscure adjunct to

someone else?

Entry 4:
A Journal Excerpt Relating to the Decision to Conduct an SLR (as Opposed to a
Scoping Review) and Difficulties with the SLR’s Search Phrase:

Today, I have committed to running the SLR as planned. This decision has not been
made lightly. I’'m aware that it is arguable that the nature of my SLR research question might
lend itself to a scoping review format: my question is intentionally less directive than might
be considered more typical (perhaps, traditional?) for an SLR. Notably, however, there is a
substantial precedent for such a question to be addressed within an SLR (eg. Lockwood et al.,
2015; Munn et al., 2018a; Munn et al., 2018b (in addition to many published SLRs from
psychological fields (including peer support workers (eg. MacLellan et al., 2015)) and more
broadly), and the aim of the review is not to provide a broader, more descriptive overview of
available evidence relating to FTPs (as might be expected of a scoping review), but to
rigorously assess the quality of existing evidence and robustly synthesise and thematically
analyse available data with the intention of systematically answering the research question,

identifying the existing empirical evidence, informing future research within the field, and
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informing the development of my thesis. Given the lay of the land in FTP literature, it
additionally feels important to contribute a methodologically rigorous literature review to the
field. I consulted with [the doctoral research lead], [the research librarian], my research team,
and buried myself in published SLRs and scoping reviews over the last three weeks prior to
committing to the decision. It seems we are all in agreement that my logic and rationale are in
keeping with SLR standards despite the question being a little less traditional.

[...] I also consulted with [the research librarian] regarding my final search phrase,
expressing my concerns that it appeared unprofessional and chaotic despite being the product
of much care and consideration. Although [they] initially looked a little surprised, [they]
nodded sagely when I explained my findings re. the inconsistencies in labelling/titling/key
wording literature in the field. I felt reassured after our conversation, although still find
myself craving a more readily legible search phrase! Reflecting upon this in the SLR’s
discussion will hopefully be valuable for future research in the field (mine included). I am
sure this is a difficulty commonly encountered by researchers when studying

underrepresented populations or research topics.

Entry §:
A Journal Excerpt Relating to the Experience of Participant Interviews:

I am fascinated by how each of the participants approaches their dual experience. One
participant signposts a switch between their lived experience position and professional
position by laughing. Another signposts the switch by verbally signposting which lens they
are about to answer my question through. One, so far, seems to assimilate the two positions.
Every one of them has reflected upon their memories of their emotional experiences with
their professional lens, almost like an internal consultation. These consultations were

signposted, too; each of them let me know that they were switching lenses. I’'m trying not to
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jump too far ahead, but am mindful of needing to consider how to navigate and capture this
during analysis. I wonder if it is something that I’ll continue to see during the remaining

participants’ interviews?

Entry 6:
A Journal Excerpt Relating to the Experience of Analysis:

I feel ashamed to be writing here that I’m finding this process incredibly challenging.
No, I think perhaps that’s me moderating the part of me that holds the lived experiences that I
share with our participants. Why am I so unused to allowing that part of me to be as it is?
‘Challenging’ is one of those academic ‘fluff’ words that’s non-specific. Non-committal.
Palatable. I’'m finding this process devastating. I have found myself feeling tearful, furious,
relieved, heartbroken, touched, hopeless, hopeful, exhausted, and invigorated. Yet I find I’'m
left with an overarching sense of hopelessness. Perhaps because participants whose
experiences of PTT occurred decades ago are, systemically, no different to the participants
whose experiences are living and present. Perhaps because eight strangers from across the
UK had such similar experiences. Perhaps because some of my own experiences are shared
by participants. Perhaps because so many of the participants attribute their survival to sheer
luck. Perhaps because participants’ positive experiences do not relate to PTT, and many of
these were of their own making — their own pursuit.

I keep having to step away from analysis and distract myself every time I catch an
undercurrent of hopelessness nestling itself in its familiar home in my chest. I can feel myself
moving more slowly, more cautiously through participants’ analyses. I will reach out to
Natalie and let her know I need to shift our mini deadline [for analyses]. I must allow myself
the time and space to centre the participants’ experiences and, separately, to sit with and

process my own.
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Entry 7:
A Journal Excerpt Relating to the Experience of Analysis:

I am deeply struggling with [participant’s name’s] analysis. During their interview, I
felt so ashamed of my own profession. [...] But they felt differently. They had such pride in
their profession and such hope for its future. They held such compassion. And I admire them
so greatly. They have placed their trust in me and leant me their voice, and it is their
experience — their wisdom, compassion, pride and hope — that must be heard clearly in this
report. Amplified. And what an honour it is to do so. Analysis is proving more emotionally
challenging than I could have anticipated, but what a gift it is to learn from these wonderful

individuals.

Entry 8:
A Journal Excerpt Relating to the Experience of Writing the Research Report:

Another young person with anorexia has died. It’s in the media. I’'m unsure whether
what I’'m feeling right now is due to my grief, my rage, or my exhaustion. All of these are
experiences shared by the study’s participants. [...] Every time I hear of news like this, I feel
the world sinking.

I am devastated, furious and exhausted, but I fear this is unwelcome in research. I’'m
finding myself worrying about my languaging in the write-up: am I being too angry? Too
critical? Too political? Too combative? My difficulty is that I believe it is right for me to be
angry, critical, political and combative. Who am I serving if I moderate the study in this way?
Would this not make me part of the problem? My written words are my primary means of
communicating with the research community. What do I do? I know the answer to this. I will

continue to strive for openness and curiosity. The researcher in me seeks knowledge and
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understanding. And to prioritise the voice of the participants being heard. My anger is not
empirical. It has its place — absolutely. I see it, I feel it, [ understand it. I will give it its space
and time and respect what my brain and body are communicating with me. But my anger is
mine to make sense of. This [the thesis] isn’t its space. And that’s okay. I’ll check in with

Natalie about his next month.
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Appendix B

Search Phrase Trial Trail

Attempt One:

(“Dual*experienced clinicians” OR “Clinicians with dual experience” OR
“Dual*experienced practitioners” OR “Practitioners with dual*experience” OR “Practitioners
with liv* experience” OR “Lived experience practitioners” OR “Clinicians with liv*

experience” OR “Liv* experience clinicians”)

AND (Clinician* OR Professional®* OR Psychologist* OR Nurse* OR Doctor* OR
psychiatrist* OR “Support worker*” OR Psychotherapist® OR Therapist* OR “Mental health

professional*” OR “mental health practitioner®” OR Practitioner)

AND (“Mental illness” OR “Mental health” OR “Mental difficulties” OR “Mental disorder”
OR “Psychological illness” OR “Psychological distress” OR “Psychological difficulties” OR
“Psychiatric illness” OR “Psychiatric difficulties” OR “Psychiatric disorder” OR Psychosis
OR “Hearing voices” OR Schizophren* OR “Eating disorders” OR “EDs” OR “Anorexia
nervosa” OR “Bulimia nervosa” OR “Avoidant and restrictive food intake disorder” OR
“ARFID” OR “Binge eating disorder” OR Diabulimi* OR “Body dysmorphic disorder” OR
“Obsessive compulsive disorder” OR “OCD” OR “Obsessive compulsive behaviour” OR
“Personality disorder” OR “Bipolar disorder” OR “Dissociative identity disorder” OR
“Prolonged grief disorder” OR “Post-traumatic stress disorder” OR “Panic disorder” OR

Phobia OR Addict* OR Depression OR Anxiety)
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AND (Qualitative OR “Interpretative phenomenological analysis” OR “IPA” OR “Grounded
theory” OR “Thematic analysis” OR “Narrative analysis” OR “Case study” OR

“Ethnographic research” OR “Focus group” OR Interview®)

Attempt Two:

PR’s Notes — Less successful in retrieving relevant papers than attempt one.

(“Dual experience*” OR “dual identit*”’)

AND (clinician®* OR professional®* OR psychologist* OR nurse* OR doctor* OR
psychiatrist®* OR “support worker*” OR psychotherapist® OR therapist* OR “mental health

professional*” OR “mental health practitioner*” OR practitioner)

AND (“Mental illness” OR “Mental health” OR “Mental difficulties” OR “Mental disorder”
OR “Psychological illness” OR “Psychological distress” OR “Psychological difficulties” OR
“Psychiatric illness” OR “Psychiatric difficulties” OR “Psychiatric disorder” OR Psychosis
OR “Hearing voices” OR Schizophren* OR “Eating disorders” OR “EDs” OR “Anorexia
nervosa” OR “Bulimia nervosa” OR “Avoidant and restrictive food intake disorder” OR
“ARFID” OR “Binge eating disorder” OR Diabulimi* OR “Body dysmorphic disorder” OR
“Obsessive compulsive disorder” OR “OCD” OR “Obsessive compulsive behaviour” OR
“Personality disorder” OR “Bipolar disorder” OR “Dissociative identity disorder” OR
“Prolonged grief disorder” OR “Post-traumatic stress disorder” OR “Panic disorder” OR

Phobia OR Addict* OR Depression OR Anxiety)
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AND (Qualitative OR “Interpretative phenomenological analysis” OR “IPA” OR “Grounded
theory” OR “Thematic analysis” OR “Narrative analysis” OR “Case study” OR

“Ethnographic research” OR “Focus group” OR Interview®)

Attempt Three:
PR’s Notes — Large number of irrelevant papers, very few relevant papers. Known relevant

papers missing.

(“Dual experience*” OR “dual identit*” OR “liv¥*experience*” OR “survivor”

AND (clinician®* OR professional®* OR psychologist* OR nurse* OR doctor* OR
psychiatrist®* OR “support worker*” OR psychotherapist® OR therapist* OR “mental health

professional*” OR “mental health practitioner®” OR practitioner*)

AND (“mental illness” OR “mental health” OR “mental difficulties” OR “mental disorder”
OR “psychological illness” OR “psychological distress” OR “psychological difficulties” OR
“psychiatric illness” OR “psychiatric difficulties” OR “psychiatric disorder” OR psychosis
OR “hearing voices” OR schizophren* OR “eating disorders” OR “EDs” OR “anorexia
nervosa” OR “bulimia nervosa” OR “avoidant and restrictive food intake disorder” OR
“ARFID” OR “binge eating disorder” OR diabulimi* OR “body dysmorphic disorder” OR
“obsessive compulsive disorder” OR “OCD” OR “obsessive compulsive behaviour” OR

“personality disorder” OR “bipolar disorder” OR “dissociative identity disorder” OR
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“prolonged grief disorder” OR “post-traumatic stress disorder” OR “panic disorder” OR

phobia OR addict®* OR depression OR anxiety)

AND (qualitative OR “interpretative phenomenological analysis” OR “IPA” OR “grounded
theory” OR “thematic analysis” OR “narrative analysis” OR “case study” OR “‘ethnographic

research” OR “focus group” OR interview*)

Attempt Four:

PR’s Notes — Retrieved only three relevant papers

“Dual experience*” OR “dual identit*” OR “liv*experience*”
p p

AND (clinician®* OR professional®* OR psychologist* OR nurse* OR doctor* OR
psychiatrist®* OR “support worker*” OR psychotherapist® OR therapist* OR “mental health

professional*” OR “mental health practitioner*” OR practitioner* OR “service provider*”)

AND (“mental illness” OR “mental health” OR “mental difficulties” OR “mental disorder”
OR “psychological illness” OR “psychological distress” OR “psychological difficulties” OR
“psychiatric illness” OR “psychiatric difficulties” OR “psychiatric disorder” OR psychosis
OR “hearing voices” OR schizophren* OR “eating disorders” OR “EDs” OR “anorexia
nervosa” OR “bulimia nervosa” OR “avoidant and restrictive food intake disorder” OR
“ARFID” OR “binge eating disorder” OR diabulimi* OR “body dysmorphic disorder” OR

“obsessive compulsive disorder” OR “OCD” OR “obsessive compulsive behaviour” OR
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“personality disorder” OR “bipolar disorder” OR “dissociative identity disorder” OR
“prolonged grief disorder” OR “post-traumatic stress disorder” OR “panic disorder” OR

phobia OR addict®* OR depression OR anxiety)

AND (qualitative OR “interpretative phenomenological analysis” OR “IPA” OR “grounded
theory” OR “thematic analysis” OR “narrative analysis” OR “case study” OR “‘ethnographic

research” OR “focus group” OR interview*)

Attempt Five:

PR’s Notes: Minor improvements in retrieved papers — far from optimal.

“Dual experience*” OR “dual identit*” OR “liv*experience*”
p p

AND (clinician®* OR professional®* OR psychologist* OR nurse* OR doctor* OR
psychiatrist®* OR “support worker*” OR psychotherapist® OR therapist* OR “mental health

professional*” OR “mental health practitioner*” OR practitioner)

AND (“mental illness” OR “mental health” OR “mental difficulties” OR “mental disorder”
OR “mental problem” OR “psychological problem” OR “psychological illness” OR
“psychological distress” OR “psychological difficulties” OR “psychiatric illness” OR
“psychiatric difficulties” OR “psychiatric disorder” OR psychosis OR “hearing voices” OR
schizophren* OR “eating disorders” OR “EDs” OR ““anorexia nervosa” OR “bulimia
nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR “binge eating

disorder” OR diabulimi* OR “body dysmorphi*” OR “obsessive compulsive disorder” OR
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“OCD” OR “obsessive compulsive behaviour” OR “personality disorder” OR “bipolar
disorder” OR “dissociative identity disorder” OR “prolonged grief disorder” OR “post-
traumatic stress disorder” OR “panic disorder” OR phobia OR addict* OR depression OR

anxiety)

AND (qualitative OR “interpretative phenomenological analysis” OR “IPA” OR “grounded
theory” OR “thematic analysis” OR “narrative analysis” OR “case study” OR “‘ethnographic

research” OR “focus group” OR interview*)

Attempt Six:

PR’s Notes — Retrieved some relevant papers though many still missing.

(“Dual experience*” OR “dual identit*” OR “dual role*” OR “liv*experience*”)

AND (clinician* OR professional* OR psycholog* OR nurse* OR doctor* OR psychiatrist™®
OR “support worker*” OR psychotherap* OR therapist* OR “mental health professional*”

OR “mental health practitioner*” OR practitioner*)

AND (“mental illness” OR “mental health” OR “mental difficulties” OR “mental disorder”
OR “mental problem” OR “psychological problem” OR “psychological illness” OR
“psychological distress” OR “psychological difficulties” OR “psychiatric illness” OR
“psychiatric difficulties” OR “psychiatric disorder” OR psychosis OR “hearing voices” OR
schizophren* OR “eating disorders” OR “EDs” OR ““anorexia nervosa” OR “bulimia

nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR “binge eating
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disorder” OR diabulimi* OR “body dysmorphi*” OR “obsessive compulsive disorder” OR
“OCD” OR “obsessive compulsive behaviour” OR “personality disorder” OR “bipolar
disorder” OR “dissociative identity disorder” OR “prolonged grief disorder” OR “post-
traumatic stress disorder” OR “panic disorder” OR phobia OR addict* OR depression OR

anxiety)

AND (qualitative OR “interpretative phenomenological analysis” OR “IPA” OR “grounded
theory” OR “thematic analysis” OR “narrative analysis” OR “case study” OR “ethnographic

research” OR “focus group” OR interview*)

Attempt Seven:

PR’s Notes — A large number of irrelevant results with very few relevant papers.

(“Dual experience*” OR “dual identit*” OR “dual role*” OR “lived experience*” OR “living

experience*” OR prosumer®)

AND (clinician* OR professional* OR psycholog* OR nurse* OR doctor* OR psychiatrist™®
OR “support worker*” OR psychotherap* OR therapist* OR “mental health professional*”

OR “mental health practitioner*” OR practitioner* OR “mental health worker*”")

AND (“mental illness” OR “mental health” OR “mental difficulties” OR “mental disorder”
OR “mental problem” OR “psychological problem” OR “psychological illness” OR
“psychological distress” OR “psychological difficulties” OR “psychiatric illness” OR

“psychiatric difficulties” OR “psychiatric disorder” OR psychosis OR “hearing voices” OR
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schizophren* OR “eating disorders” OR “EDs” OR ““anorexia nervosa” OR “bulimia
nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR “binge eating
disorder” OR diabulimi* OR “body dysmorphi*” OR “obsessive compulsive disorder” OR
“OCD” OR “obsessive compulsive behaviour” OR “personality disorder” OR “bipolar
disorder” OR “dissociative identity disorder” OR “prolonged grief disorder” OR “post-
traumatic stress disorder” OR “panic disorder” OR phobia OR addict* OR depression OR

anxiety OR “self harm” OR “self injury” OR suicide*)

AND (qualitative OR “interpretative phenomenological analysis” OR “IPA” OR “grounded
theory” OR “thematic analysis” OR “narrative analysis” OR “case study” OR “‘ethnographic

research” OR “focus group” OR interview*)

Attempt Eight:
PR’s Notes — A large number of irrelevant results with very few relevant papers. I’ve noticed
that relevant papers have inconsistent key wording/labelling re. methodologies and

languaging to refer to the target population.

(“Dual experience*” OR “dual identit*”” OR “dual role*” OR “dual experienced clinician*”’
OR “clinician* with dual experience®” OR “dual experience* practitioner®” OR
“practitioner® with dual experience” OR “practitioner* with liv* experience*” OR “lived
experience practitioner®” OR “clinicians with liv* experience*” OR “liv* experience*

clinician*”)
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AND (clinician®* OR professional®* OR psychologist* OR nurse* OR doctor* OR
psychiatrist®* OR “support worker*” OR psychotherapist® OR therapist* OR “mental health

professional*” OR “mental health practitioner®” OR practitioner*)

AND (“mental illness” OR “mental health” OR “mental difficulties” OR “mental disorder”
OR “mental problem” OR “psychological problem” OR “psychological illness” OR
“psychological distress” OR “psychological difficulties” OR “psychiatric illness” OR
“psychiatric difficulties” OR “psychiatric disorder” OR psychosis OR “hearing voices” OR
schizophren* OR “eating disorders” OR “EDs” OR ““anorexia nervosa” OR “bulimia
nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR “binge eating
disorder” OR diabulimi* OR “body dysmorphi*” OR “obsessive compulsive disorder” OR
“OCD” OR “obsessive compulsive behaviour” OR “personality disorder” OR “bipolar
disorder” OR “dissociative identity disorder” OR “prolonged grief disorder” OR “post-
traumatic stress disorder” OR “panic disorder” OR phobia OR addict* OR depression OR

anxiety OR “self*harm” OR “self*injury” OR suicide*)

AND (qualitative OR “interpretative phenomenological analysis” OR “IPA” OR “grounded
theory” OR “thematic analysis” OR “narrative analysis” OR “case study” OR “‘ethnographic

research” OR “focus group” OR interview*)

Attempt Nine:
PR’s Notes — A significant improvement — a higher number of relevant papers and minimal
irrelevant papers. Amalgamating lived experience with FTP role proved successful but is

highly inelegant/feels very clunky.
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(“Dual experience*” OR “dual experience* clinician®*” OR “clinician* with dual
experience®” OR “liv* experience clinician*” OR “clinician® with liv* experience*” OR
“dual experience* practitioner®” OR “practitioner® with dual experience*” OR “practitioner*
with liv* experience®” OR “liv* experience practitioner®*” OR “professional* with dual
experience®” OR “dual experience* professional*”OR “professional* with liv* experience*”’
OR “liv* experience* professional*”OR “psychologist* with dual experience*” OR “dual
experience® psychologist*” OR “psychologist® with liv* experience*” OR “liv* experience*
psychologist*” OR “nurse* with dual experience*” OR “dual experience* nurse*” OR
“nurse* with liv* experience*” OR “liv* experience® nurse*” OR “psychiatrist* with dual
experience®” OR “dual experience* psychiatrist*” OR “psychiatrist* with liv* experience*”
OR “liv* experience* psychiatrist*” OR “doctor* with dual experience*” OR “dual
experience® doctor*” OR “doctor* with liv* experience*” OR “liv* experience* doctor*”
OR “psychotherapist* with dual experience*” OR “dual experience* psychotherapist*” OR
“psychotherapist® with liv* experience*” OR “liv* experience* psychotherapist*” OR
“therapist™ with dual experience” OR “dual experience* therapist*” OR “therapist™ with liv*
experience®” OR “liv* experience* therapist*” OR “dual experience* mental health
professional*”OR “mental health professional* with dual experience*” OR “mental health
professional* with liv* experience*” OR “liv* experience* mental health professional*” OR
“mental health practitioner* with dual experience*” OR “dual experience* mental health
practitioner*” OR “mental health practitioner* with liv* experience*” OR “liv* experience*
mental health practitioner®” OR “mental health worker* with dual experience*” OR “dual
experience® mental health worker*” OR “mental health worker* with liv* experience*”OR

“liv* experience* mental health worker*” OR “mental health provider* with dual
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experience®” OR “dual experience* mental health provider*” OR “mental health provider*

with liv* experience®” OR “liv* experience* mental health provider*” OR “prosumer*”)

AND (“mental illness*” OR “mental health” OR “mental difficult*” OR “mental disorder*”
OR “mental problem*” OR “psychological problem*” OR “psychological illness*” OR
“psychological distress” OR “psychological difficult*” OR “psychiatric illness*” OR
“psychiatric difficult*” OR “psychiatric disorder*” OR psychosis OR “hearing voices” OR
schizophren* OR “eating disorders” OR “EDs” OR ““anorexia nervosa” OR “bulimia
nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR “binge eating
disorder” OR diabulimi* OR “body dysmorphi*” OR “obsessive compulsive” OR “OCD”
OR “personality disorder” OR “bipolar disorder®” OR “dissociative identity disorder” OR
“prolonged grief disorder” OR “post-traumatic stress disorder” OR “panic disorder” OR
phobia* OR addict* OR depression OR anxiety* OR “self*harm” OR “self*injury” OR

suicide™®)

Attempt 10:
PR’s Notes - Changing the second part of the search phrase (removing diagnoses/symptoms)
removed many relevant papers. This was tried to streamline the search phrase, but was

unsuccessful.

(“Dual experience*” OR “dual experience* clinician®*” OR “clinician* with dual
experience®” OR “liv* experience clinician*” OR “clinician* with liv* experience*” OR
“dual experience* practitioner*” OR “practitioner* with dual experience*” OR “practitioner*

with liv* experience®™” OR “liv* experience practitioner®*” OR “professional* with dual
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experience®” OR “dual experience* professional*”OR “professional* with liv* experience*”
OR “liv* experience* professional*”OR “psychologist* with dual experience®*” OR “dual
experience® psychologist*” OR “psychologist® with liv* experience*” OR “liv* experience*
psychologist*” OR “nurse* with dual experience*” OR “dual experience* nurse*” OR
“nurse* with liv* experience*” OR “liv* experience® nurse*” OR “psychiatrist* with dual
experience®” OR “dual experience* psychiatrist*” OR “psychiatrist* with liv* experience*”
OR “liv* experience* psychiatrist*” OR “doctor* with dual experience*” OR “dual
experience® doctor*” OR “doctor* with liv* experience*” OR “liv* experience* doctor*”
OR “psychotherapist* with dual experience®*” OR “dual experience* psychotherapist®” OR
“psychotherapist® with liv* experience*” OR “liv* experience* psychotherapist*” OR
“therapist™ with dual experience” OR “dual experience* therapist*”’OR “therapist* with liv*
experience®” OR “liv* experience* therapist*” OR “dual experience* mental health
professional*”OR “mental health professional* with dual experience*” OR “mental health
professional* with liv* experience*” OR “liv* experience* mental health professional*” OR
“mental health practitioner* with dual experience*” OR “dual experience* mental health
practitioner*” OR “mental health practitioner* with liv* experience*” OR “liv* experience*
mental health practitioner®” OR “mental health worker* with dual experience*” OR “dual
experience® mental health worker*” OR “mental health worker* with liv* experience*”OR
“liv* experience* mental health worker*” OR “mental health provider* with dual
experience®” OR “dual experience* mental health provider*” OR “mental health provider*

with liv* experience*” OR “liv* experience* mental health provider*” OR “prosumer*”
p p p p

AND (“mental illness*” OR “mental health” OR “mental difficult®*” OR “mental disorder*”’

OR “mental problem*” OR “psychological problem*” OR “psychological illness*” OR
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“psychological distress” OR “psychological difficult*” OR “psychiatric illness*”” OR

“psychiatric difficult*” OR “psychiatric disorder*”)

Attempt 11:
PR’s Notes — Minor attempts to perfect the search phrase — no more successful at retrieving

relevant papers than previous similar attempts.

(“Dual experience*” OR “dual experience* clinician*” OR “clinician* with
dual*experience®*” OR “liv* experience clinician*” OR “clinician* with liv* experience*”
OR “dual experience* practitioner*” OR “practitioner* with dual experience*” OR
“practitioner® with liv* experience®™” OR “liv* experience practitioner®*” OR “professional®
with dual experience*” OR “dual experience* professional*”OR “professional* with liv*
experience®™” OR “liv* experience* professional*”OR “psychologist* with dual experience*”
OR “dual experience* psychologist*” OR “psychologist* with liv* experience*” OR “liv*
experience® psychologist*” OR “nurse* with dual experience*” OR “dual experience*
nurse*” OR “nurse* with liv* experience®*” OR “liv* experience® nurse*” OR “psychiatrist*
with dual experience*” OR “dual experience* psychiatrist*”” OR “psychiatrist* with liv*
experience®” OR “liv* experience* psychiatrist®” OR “doctor* with dual experience*” OR
“dual experience* doctor*” OR “doctor* with liv* experience*” OR “liv* experience™
doctor*” OR “psychotherapist* with dual experience*” OR “dual experience*
psychotherapist*” OR “psychotherapist* with liv* experience®*” OR “liv* experience*
psychotherapist*” OR “therapist* with dual experience” OR “dual experience*
therapist*”OR “therapist® with liv* experience*” OR “liv* experience* therapist*” OR “dual

experience® mental health professional*”OR “mental health professional* with dual
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experience®” OR “mental health professional* with liv* experience®” OR “liv* experience*
mental health professional*” OR “mental health practitioner® with dual experience*” OR
“dual experience® mental health practitioner*” OR “mental health practitioner* with liv*
experience®” OR “liv* experience* mental health practitioner®” OR “mental health worker*
with dual experience®*” OR “dual experience* mental health worker*”” OR “mental health
worker* with liv* experience®*”OR “liv* experience® mental health worker*” OR “mental
health provider* with dual experience*” OR “dual experience* mental health provider*” OR
“mental health provider* with liv* experience*” OR “liv* experience* mental health

provider®*” OR “prosumer*”)

AND (“mental illness*” OR “mental health” OR “mental difficult*” OR “mental disorder*”
OR “mental problem*” OR “psychological problem*” OR “psychological illness*” OR
“psychological distress” OR “psychological difficult*” OR “psychiatric illness*”” OR
“psychiatric difficult*” OR “psychiatric disorder*” OR psychos* OR “hearing voices” OR
schizo* OR “delusional disorder” OR “eating disorder*” OR “anorexia nervosa” OR
“bulimia nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR
“binge eating disorder” OR diabulimi* OR pica OR “rumination*regurgitation” OR “body
dysmorphi*” OR “obsessive compulsive” OR “OCD” OR “perinatal mental health” OR
“personality disorder®” OR “bipolar disorder*” OR “dissociative” OR
“depersonali*ation*dereali*ation disorder” OR “trance disorder” OR “bodily distress
disorder” OR “prolonged grief disorder®” OR “post-traumatic stress disorder*” OR “panic
disorder®*” OR *phobia* OR addict® OR depression OR depressive OR “mood disorder” OR
“dysthymic disorder” OR anxiety* OR “fear*related disorder” OR “self*harm” OR

“self*injury” OR suicid* OR “selective mutism”)
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Attempt 12:
PR’s Notes — Search included peer support workers — search run to see the effect of including

peer support workers on retrieved papers.

(“Dual experience*” OR “dual experience* clinician*” OR “clinician* with
dual*experience®*” OR “liv* experience clinician*” OR “clinician* with liv* experience*”
OR “dual experience* practitioner*” OR “practitioner* with dual experience*” OR
“practitioner® with liv* experience®*” OR “liv* experience practitioner®*” OR “professional*
with dual experience*” OR “dual experience* professional*”OR “professional* with liv*
experience®™” OR “liv* experience* professional*”OR “psychologist* with dual experience*”
OR “dual experience* psychologist*” OR “psychologist* with liv* experience*” OR “liv*
experience® psychologist*” OR “nurse* with dual experience*” OR “dual experience*
nurse*” OR “nurse* with liv* experience®*” OR “liv* experience® nurse*” OR “psychiatrist*
with dual experience*” OR “dual experience* psychiatrist*”” OR “psychiatrist* with liv*
experience®” OR “liv* experience* psychiatrist®” OR “doctor* with dual experience*” OR
“dual experience* doctor*” OR “doctor* with liv* experience*” OR “liv* experience™
doctor*” OR “psychotherapist* with dual experience*” OR “dual experience*
psychotherapist*” OR “psychotherapist* with liv* experience®*” OR “liv* experience*
psychotherapist*” OR “therapist* with dual experience” OR “dual experience*
therapist*”OR “therapist® with liv* experience*” OR “liv* experience* therapist*” OR “dual
experience® mental health professional*”OR “mental health professional* with dual
experience®™” OR “mental health professional* with liv* experience®” OR “liv* experience*
mental health professional*” OR “mental health practitioner® with dual experience*” OR

“dual experience® mental health practitioner*” OR “mental health practitioner* with liv*
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experience®™” OR “liv* experience* mental health practitioner®” OR “mental health worker*
with dual experience*” OR “dual experience* mental health worker*” OR “mental health
worker* with liv* experience®*”OR “liv* experience® mental health worker*” OR “mental
health provider* with dual experience*” OR “dual experience* mental health provider*” OR
“mental health provider* with liv* experience*” OR “liv* experience* mental health

provider®” OR “prosumer®” OR “peer support worker”)

AND (“mental illness*” OR “mental health” OR “mental difficult*” OR “mental disorder*”
OR “mental problem*” OR “psychological problem*” OR “psychological illness*” OR
“psychological distress” OR “psychological difficult*” OR “psychiatric illness*”” OR
“psychiatric difficult*” OR “psychiatric disorder*” OR psychos* OR “hearing voices” OR
schizo* OR “delusional disorder” OR “eating disorder*” OR “anorexia nervosa” OR
“bulimia nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR
“binge eating disorder” OR diabulimi* OR pica OR “rumination*regurgitation” OR “body
dysmorphi*” OR “obsessive compulsive” OR “OCD” OR “perinatal mental health” OR
“personality disorder*” OR “bipolar disorder*” OR “dissociative” OR
“depersonali*ation*dereali*ation disorder” OR “trance disorder” OR “bodily distress
disorder” OR “prolonged grief disorder®” OR “post-traumatic stress disorder®” OR “panic
disorder®*” OR *phobia* OR addict® OR depression OR depressive OR “mood disorder” OR
“dysthymic disorder” OR anxiety* OR “fear*related disorder” OR “self*harm” OR

“self*injury” OR suicid* OR “selective mutism”)

Attempt 13:

PR’s Notes - 19,713 papers pulled on Scopus alone, very few relevant papers.
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(“Dual experience*” OR “dual identit*” OR “dual role*” OR “lived experience*” OR “living

experience®” OR “personal experience*”’)

AND (clinician* OR professional* OR psycholog* OR nurse* OR doctor* OR psychiatrist™®
OR “support worker*” OR psychotherap* OR therapist* OR “mental health professional*”
OR “mental health practitioner*” OR practitioner* OR “mental health worker*” OR

provider®* OR prosumer*)

AND (“mental illness*” OR “mental health” OR “mental difficult*” OR “mental disorder*”
OR “mental problem*” OR “psychological problem*” OR “psychological illness*” OR
“psychological distress” OR “psychological difficult*” OR “psychiatric illness*” OR
“psychiatric difficult®” OR “psychiatric disorder*” OR psychos* OR “hearing voices” OR
schizo* OR “delusional disorder” OR “eating disorder*” OR “anorexia nervosa” OR
“bulimia nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR
“binge eating disorder” OR diabulimi* OR pica OR “rumination*regurgitation” OR “body
dysmorphi*” OR “obsessive compulsive” OR “OCD” OR “perinatal mental health” OR
“personality disorder*” OR “bipolar disorder*” OR “dissociative” OR
“depersonali*ation*dereali*ation disorder” OR “trance disorder” OR “bodily distress
disorder” OR “prolonged grief disorder®” OR “post-traumatic stress disorder®” OR “panic
disorder®” OR *phobia* OR addict® OR depression OR depressive OR “mood disorder” OR
“dysthymic disorder” OR anxiety* OR “fear*related disorder” OR “self*harm” OR

“self*injury” OR suicid* OR “selective mutism”)



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 207

Attempt 14 (Final Search Phrase):
PR’s Notes — Most successful attempt. Relevant papers retrieved, minimal irrelevant papers.
The list of mental health difficulties is not exhaustive — it cannot be — but is sufficient and

appropriate for the current landscape of empirical literature.

(“Dual experience*” OR “dual experience* clinician®*” OR “clinician* with dual
experience®™” OR “liv* experience clinician®*” OR “clinician* with liv* experience*” OR
“dual experience* practitioner*” OR “practitioner* with dual experience*” OR “practitioner*
with liv* experience®” OR “liv* experience practitioner®*” OR “professional* with dual
experience®” OR “dual experience* professional*”OR “professional* with liv* experience*”’
OR “liv* experience* professional®*” OR “psychologist* with dual experience*” OR “dual
experience® psychologist*” OR “psychologist® with liv* experience*” OR “liv* experience*
psychologist*” OR “nurse* with dual experience*” OR “dual experience* nurse*” OR
“nurse® with liv* experience*” OR “liv* experience® nurse*” OR “psychiatrist* with dual
experience®” OR “dual experience* psychiatrist®” OR “psychiatrist* with liv* experience*”
OR “liv* experience* psychiatrist*” OR “doctor* with dual experience*” OR “dual
experience® doctor*” OR “doctor* with liv* experience®*” OR “liv* experience* doctor*”
OR “psychotherapist* with dual experience*” OR “dual experience* psychotherapist®” OR
“psychotherapist® with liv* experience*” OR “liv* experience* psychotherapist*” OR
“therapist™ with dual experience” OR “dual experience* therapist*” OR “therapist™ with liv*
experience®” OR “liv* experience* therapist*”” OR “dual experience* mental health
professional*”OR “mental health professional* with dual experience*” OR “mental health
professional* with liv* experience*” OR “liv* experience* mental health professional*” OR
“mental health practitioner* with dual experience*” OR “dual experience* mental health

practitioner*” OR “mental health practitioner* with liv* experience*” OR “liv* experience*
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mental health practitioner®” OR “mental health worker* with dual experience*” OR “dual
experience® mental health worker*” OR “mental health worker* with liv* experience*”OR
“liv* experience* mental health worker*” OR “mental health provider* with dual
experience®” OR “dual experience* mental health provider*” OR “mental health provider*

with liv* experience®” OR “liv* experience* mental health provider*” OR prosumer*)

AND (“mental illness*” OR “mental health” OR “mental difficult®*” OR “mental disorder*”’
OR “mental problem*” OR “psychological problem*” OR “psychological illness*” OR
“psychological distress” OR “psychological difficult*” OR “psychiatric illness*”” OR
“psychiatric difficult*” OR “psychiatric disorder*” OR psychos* OR “hearing voices” OR
schizo* OR “delusional disorder” OR “eating disorder*” OR “anorexia nervosa” OR
“bulimia nervosa” OR “avoidant and restrictive food intake disorder” OR “ARFID” OR
“binge eating disorder” OR diabulimi* OR pica OR “rumination*regurgitation” OR “body
dysmorphi*” OR “obsessive compulsive” OR “OCD” OR “perinatal mental health” OR
“personality disorder*” OR “bipolar disorder*” OR “dissociative” OR “depersonali*ation
dereali*ation disorder” OR “trance disorder” OR “bodily distress disorder” OR “prolonged
grief disorder®*” OR “post-traumatic stress disorder®*” OR “panic disorder*” OR *phobia*
OR addict* OR depression OR depressive OR “mood disorder” OR “dysthymic disorder” OR
anxiety* OR “fear*related disorder” OR “self*harm” OR “self*injury” OR suicid* OR

“selective mutism”)
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Appendix C

Evaluation of Qualitative Research Papers for Review using the Critical Appraisal Skills Programme (CASP, 2018) Qualitative Checklist

Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately

issue? considered?

Yes, although No, they are

Adame the process not explicitly
Yes Yes Yes Yes Yes Yes Yes Valuable

(2011) adopted may addressed in

have the report.
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Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately
issue?  considered?
introduced
some bias.
Boosma-van Yes (Mixed
Holten et al. Yes Methods Yes Yes Yes No Yes Yes Yes Valuable
(2023) Study)
Boyd et al. No: Ethical
Yes Yes Yes Yes Yes No Yes Yes Valuable
(2016) approval is
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Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately
issue?  considered?
clear, but no
considerations
are elucidated.
Cleary and
Armour Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable

(2022)
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Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately
issue?  considered?
Curry and
Andriopoulou Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable
(2023)
Huet and No: Ethical
Holttum Yes Yes Yes Yes Yes No approval is Yes Yes Valuable

(2016)

clear, but no
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Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately
issue?  considered?
considerations
are elucidated.
Karbouniaris
Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
et al. (2022)
Karbouniaris
et al. Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable

(2023)
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Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately
issue?  considered?
No: Ethical
Lopez-Aybar approval is
et al. Yes Yes Yes Yes Yes No clear, but no Yes Yes Valuable
(2024) considerations
are elucidated.
Turner et al.
Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable

(2021)
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Item 1 Item 2 Item 3 Item 4 Item 5 Item 6 Item 7 Item 8 Item 9 Item 10
Author Was Is qualitative =~ Was the Was the Was the Has the Have ethical Wasthe  Istherea How
therea  methodology  research recruitment data relationship  issues been data clear valuable
clear appropriate? design strategy collected between taken into analysis  statement is the
statement appropriate  appropriate to inaway  researcher consideration? sufficiently of research?
of the to address  the aims of the that and rigorous?  findings?
aims of the aims of research? addressed participants
the the the been
research? research? research  adequately
issue?  considered?
No: There was
Woods and
no formal
Springham Yes Yes Yes Yes Yes No Yes Yes Valuable
recruitment
(2011)

strategy.
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216

CASP Qualitative Checklist Modifiers (Yardley, 2000)

Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence

Adame The researcher considered The researcher conducted  The researcher clearly The study explored an

(2011) the languaging utilised to  an in-depth analysis of outlines their understudied population.

refer to the participant
population in great depth.
The researcher also
acknowledged and
explored the challenges
encountered by the
participant population as

evidenced in research.

participant data and even
considered the portrayal
of participant quotes in the
written report, opting for
stanza form. Some rigour
may have been lost due to
the relationship between

the researcher and their

methodology and rationale
for the study. The study is
coherent — its aims align

with its design. The report

1s accessible and clear.
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Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Transparency and
Commitment and Rigour
Coherence

Impact and Importance

Boosma-van Holten et al.

(2023)

The researchers

compassionately situated

participants and
reflexivity going
unaddressed. The
researcher does note,
however difficulty in
managing the space/word
count permitted in
publication and how this
had affected what they
have been able to report
and how.

Three forms of member- The researchers’ thoughts

checking took place following interviews were

The study explored an

understudied population.
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Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Commitment and Rigour

Transparency and

Coherence

Impact and Importance

their research population
in literature to obtain an
understanding of the
population’s context and
gave their participants an
active role in processing
the study’s data with a
view to ensuring they
accurately reflected the
participants’ meanings.
The use of semi-structured
interviews enabled the

researchers to explore

throughout the study: all
participants were invited
to review summaries of
their interviews and adjust
them if necessary to best
convey their intended
meaning; participants
were invited to looks for
connections, share
reflections and meaning,
and refine the study’s
outcomes; all participants

were invited to read and

documented and utilised

in discussions to inform

the analytical process. The

researchers reported all
aspects of their study in
detail, providing
rationales for each
decision taken. Their
study was coherent with
their aims and

methodology.

The study provided
recommendations and
considerations regarding
the use of experiential
knowledge in clinical
practice based upon
participants’ experiences.
The study contributes to
the ‘professionalisation’
(the authors’ terminology)
of the use of experiential
knowledge by

psychiatrists.
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Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence

novel lines of questioning comment on the article

and follow participants’ prior to manuscript

narratives. Member- submission with a view to

checking was undertaken  doing ‘as much justice as

at three stages of the study possible’ to what the

with a view to doing ‘as respondents had to say.

much justice as possible’

to what the respondents

had to say.
Boyd et al. The authors robustly The study was rigorous in ~ The researchers were The study was novel and
(2016) situate the present its design, although the transparent regarding their its findings suggested that

participant population

within existing literature

researchers’ relationship study’s rationale, design

with the participants and

the prosumer population

may be helpful within the
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Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence
prior to outlining their reflexivity were not and findings. The study is VHA system. It
novel research endeavour. included. coherent. highlighted clear
pathways for future
research.
Cleary and Armour The researchers The study was rigorous All aspects of the study The researchers called for
(2022) considered the dichotomy and addressed all aspects ~ were reported a cultural shift across

of their participant
population and situated
this within existing
research relating to the
challenges encountered by
this population. They also

considered the use of

of its design, methods and
findings as would be
expected. Reflexivity was
addressed, as was the
relationship between the
researchers and their

participants. The

transparently and in depth.

The study’s design was
coherent with its aims.
The report was clear and

accessible.

mental health services
whereby experiences of
mental distress are no
longer understood as
being external and

1solated to service-users.
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Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence
language in reference to methodology utilised was
the present population. an in-depth analysis,
demonstrating
commitment to
elucidating their
phenomenon of study.
Curry and Andriopoulou  The primary researcher The researchers Methodological processes  The study explored the
(2023) was an insider researcher  considered reflexivity and reflexivity are experiences of an

and belonged to the
participant population.
This context was shared
with participants, and was

utilised to inform the

throughout the study in
the form of supervision
and a reflexive diary.

Methodological processes

transparent in the study’s
report. The study is
coherent, and its design

aligns with its aims.

understudied and

stigmatised population.
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Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence

study’s design. Language  are clearly rationalised,

use was discussed with outlined and cited.

each participant during

their interview and the

study was written in

accordance with the

participants’ language

preferences.
Huet and Holttum The researchers As part of their research The study is coherent, and The findings of the study
(2016) considered the dual protocol, the researchers its design aligns with its supported existing

positionality of their

participant population.

developed a network of
individuals belonging to

the participant population

aims. The study is

transparently reported.

findings in literature,

suggestive of the strengths
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Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Transparency and
Commitment and Rigour
Coherence

Impact and Importance

with a view to creating a
research network and
foster learning
opportunities,
demonstrating their
commitment to their
participant population.
The study is rigorous in
most aspects of its
reporting, although fails to
address the relationship
between the researchers

and their participants or

of the participant

population.
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Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Commitment and Rigour

Transparency and

Coherence

Impact and Importance

Karbouniaris et al.

(2022)

The researchers adopted a
participatory action
research approach, and
participants were included
at all stages of the study’s
design. They considered
the difficulties of the dual
positionality of their

participant population.

the use (or lack thereof) of
reflexivity.

The researchers
demonstrated their
commitment to the study
through their in-depth
analyses and carefully
considered study design in
consultation with Experts

by Experience.

The study is coherent, and
its design aligns with its
aims. The study’s report
does not, however,
consider the relationship
between the researchers
and their participants, not
did they speak clearly to
the ethical considerations
given in the context of the

study.

The study highlighted a
need for service culture to
change to accommodate
this population, and called
for associated
transformations of
governance, policy and

ethics.
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Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Commitment and Rigour

Transparency and

Coherence

Impact and Importance

Karbouniaris et al.

(2023)

Lopez-Aybar et al.

(2024)

The researchers adopted a
participatory action
research approach, and
participants were included
at all stages of the study’s
design. They considered
the difficulties of the dual
positionality of their

participant population.

Attention was paid to the

empirical landscape

The researchers
demonstrated their
commitment to the study
through their in-depth
analyses and carefully
considered study design in
consultation with Experts

by Experience.

As a mixed methods

study, both statistical

The study is coherent, and
its design aligns with its
aims. The study’s report
does not, however,
consider the relationship
between the researchers
and their participants, nor
did they speak clearly to
the ethical considerations
given in the context of the
study.

The researchers were

transparent in their

Informing the direction of
future research with a
view to overcoming the
shame and stigma
experienced by- and
imposed upon- the
participant population and
discover the full potential
of dual experiences in the
context of practice,
education and research.
The study’s findings have

implications for clinical



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT

226

Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Commitment and Rigour

Transparency and

Coherence

Impact and Importance

suggestive of the
experiences held by the
participant population.
Thought was given to the
sigma these individuals
are reported in research as

encountering.

analyses and grounded
theory were utilised to
analyse participants’ data.
The reported methodology
was clear and suggestive

of rigour.

reporting of their study
and its design was
coherent with the study’s

aims.

psychology training
programme evaluation and
the adoption of recovery-
orientated approaches
within training and
clinical settings. The
findings suggested that
prosumers within the field
of clinical psychology
experienced multiple
forms of discrimination
and engaged in stigma

resistance.
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Yardley’s (2000) Principles for Quality

Author(s)

Sensitivity to Context

Commitment and Rigour

Transparency and

Coherence

Impact and Importance

Turner et al.

(2021)

The researchers carefully
considered the difficulties
encountered by their
population of study as
reported in research and
reflected upon their own

positionality.

Reflexive bracketing was
used via supervision and
the use of a reflexive
journal to consider
sociocultural, personal
and research contexts that
might affect analyses and
findings. The researchers
reported their deep
immersion and
engagement with
participant transcripts,

exhibiting commitment.

The researchers created a
personal position
statement for
transparency, although
this was not elucidated in
the study’s report and the
relationship between the
participant population and
the researchers remained
unknown. Analytical
processed were
documented to

demonstrate transparency

The study explored an
understudied population.
The researchers reported
that, anecdotally, several
participants commented
on the importance of the
current study. The
researchers additionally
suggested that the study
contributes to research
into the populations’ self-
disclosure practices and

might affect clinical



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT

228

Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence
and evidence themes. psychology’s professional
Methodological choice practice.
illustrated coherence
within the study’s design.
Woods and Springham A high amount of The case study upon The researchers are The study explored the
(2011) reflexivity is present which the paper is based,  transparent about the experiences of someone

throughout the study’s
report and illustrates how
the needs of AW (the case
study) were considered in
its design. The researchers
clearly state the intention

of the paper and are clear

AW, was also a co-author
of the paper. AW was
involved in the study’s
design, analyses and
findings. Both researchers
were committed to

accurately capturing data

development of the study,
the choice of AW, the
relationship between the
researchers (inclusive of
AW, the case study), and
the intentions behind the

paper. The study is

with an understudied dual
relationship with their
professional role. The
researchers empirically
captured AW’s

experiences, enabling
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Yardley’s (2000) Principles for Quality

Transparency and

Author(s) Sensitivity to Context Commitment and Rigour Impact and Importance
Coherence
on its limitations and and adapted their coherent and its design them to inform future
potential mis- interview approach to aligns with its aims. research ventures.

representations of its

findings in future studies.

facilitate this. It might be
arguable that this study is
less rigorous because of
the nature of its
conception and case study

selection process.
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Appendix E

Summary Table for Studies Included in the Systematic Literature Review

230

Research Design

Author(s) Location Aims Sample Key Findings Limitations
and Method
Adame United To understand how  Five survivor-therapists ~ Narrative inquiry ~ Salient themes included: The relationship
(2011) States the identity of were recruited via applied to semi- - The foundational between the

psychiatric survivor
influences
approaches to
therapy and the
nature of the
relationship between

the two identities.

professional

connections.

structured
interviews. The
researcher
incorporated
Lieblich et al.’s
(1998) method of
holistic-content

analysis.

nature of survivor identity
- The risks and
benefits of self-disclosure
- How survivor
identity influences work
as a therapist

- “Us and Them”

dichotomies.

researcher and their
participants was not
addressed. Limited
generalisability
(although not the
intention of the

study).
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and Method
Boosma-van  The To gain insight into 18 psychiatrists with Participants were ~ The majority of participants Its small,
Holten et al. Netherlands  the concerns of lived experience as interviewed reported using their lived homogenous
(2023) psychiatrists using patients in mental utilising a semi- experience implicitly in participant

their lived
experiences with
mental health
distress as a source
of knowledge for
patients, colleagues

and themselves.

health care systems.

structured
questionnaire.
The interviews
were analysed
using qualitative
narrative thematic

synthesis.

their contact with patients.

Participants unanimously
indicated that the use of
experiential knowledge in
their role in a personal
decision. Safety and
stability in their wider
teams felt vital in
facilitating the use of

experiential knowledge.

population may
mean the study lacks
generalisability.
Authors
acknowledged the
potential for
selection bias due to
the nature of the
study, although
recognised that
multiple perspectives

regarding the use of



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 232

Research Design
Author(s) Location Aims Sample Key Findings Limitations
and Method

The authors recommended  lived experience in
that psychiatrists with lived  psychiatry, serving
experience should be able to improve the

to reflect on their lived study’s reliability.
experience from ‘a

sufficient distance’ and

should take patient factors

into account when utilising

their lived experience.

Having personal lived

experiences with a mental

health difficulty affects the

way psychiatrists think

about and perform their

profession.
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Boyd et al. United ‘To document the 77 prosumers recruited ~ Mixed methods. Few participants reported The authors were
(2016) States existence of via convenience having asked for very passionate
competently sample, working for the Descriptive accommodations at work, about providing a

functioning mental
health providers
with lived
experience of mental
illness and to begin
exploration of their
contributions and
their point of view,
in an effort to shape

future work.’

Veterans Health
Administration in the

United States.

The study described the
participant population

as ‘prosumers’.

statistics for

quantitative items.

Descriptive
coding applied
iteratively to
qualitative items
as described by

Saldana (2013).

and two thirds reported not
disclosing their lived
experiences to their
patients. On average,
participants only disclosed
their own lived experience
to 16% of their colleagues.
Qualitative data suggested
that participants saw their
lived experience as an asset,
whether disclosed to others

of not. Additional themes

means by which their
participants’ voices
would be heard but
did not clearly
consider the
researchers’
relationship with the
participant group. As
such, it is possible
that some bias may
be present in the

review.
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Aims

Sample

Research Design

and Method

Key Findings

Limitations

Research questions
included:
- The
prevalence of
prosumers.
- Are
prosumers in
leadership
positions?
- How
commonly do
prosumers disclose
to colleagues and

patients?

included pride in their
experiences. Some
participants felt cautious

about disclosure.

The researchers note
that their sample was
skewed by ‘the
sampling frame’.
They noted that
some highly
stigmatised mental
health difficulties
were not captured
within their sample
and are therefore not
represented in the

study’s findings.
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and Method

- Do The qualitative data
prosumers captured through the
typically need study was limited
accommodations and was therefore
to do well? not as rich as it
- Have the might have been.
participants
experienced The researchers
discrimination? acknowledge that
- Can they their qualitative data

assume mentorship
roles?

- ‘If this
invisible group is

given a voice,

was analysed
subjectively rather
than following a

rigorous qualitative
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Author(s) Location Aims Sample Key Findings Limitations
and Method
what does it have analytical
to say to the methodology.
field?’
Limited
generalisability,
although notably this
was not the intention
of the study.
Cleary and Northern To explore the role Three participants (two  IPA was applied Four themes were The researchers
Armour Ireland of practitioner lived  qualified counsellors to participants’ identified through identified that IPA is
(2022) experience of mental and one qualified transcripts analysis including: an inherently
health difficulties in  psychotherapist) with following - Identity as a subjective

counselling and

psychotherapy.

lived experience of
mental health

difficulties were

individual semi-

structured

Interviews.

practitioner

methodology. The
study interviewer

was also an insider
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Aims

Sample

Research Design

and Method

Key Findings

Limitations

recruited as part of a
small, homogenous
sample. Two
participants were White
Irish and one participant
was White British. Two
were female, one was
male. The mental health
difficulties experienced
by the participants were
not disclosed in the

study.

The study described its

participant population

- Self-disclosure as
enhancing therapeutic
relationships

- Importance of
supervision

- Healing and

recovery.

researcher, and the
authors note that this
may have fostered a
tendency to prioritise
certain themes. They
described their
analyses as subject to

bias.

Generalisability is
limited due to the
sample sizes utilised

in IPA.
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Aims

Sample

Research Design

and Method

Key Findings

Limitations

as ‘practitioners with

lived experience of

mental health issues’.

Selection bias may
also be a limitation,
as self-nominating
for the study may
inter a particular
degree of insight into
the benefits and
challenges of holding

this dual identity.

The perspectives of
minoritised groups
were not captured in

the study.
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Curry and United To explore the Four United Kingdom-  IPA was applied  Analyses revealed four The researchers
Andriopoulou  Kingdom treatment based female to participants’ primary themes including identified that IPA is
(2023) experiences of participants who self- transcripts barriers to accessing an inherently
individuals with dual identified as having following services, the impact of subjective

experience of
anorexia nervosa
(defined as
individuals who self-
identify as
‘recovered’ from
anorexia who have
also been service
providers treating

anorexia).

dual experience of
anorexia. Participants’
professional positions
included a Trainee
Clinical Psychologist, a
Trainee
Psychotherapist, a
Therapist, and a
Therapeutic Support

Worker.

individual semi-

structured

Interviews.

treating professionals’

approaches, displacement of
responsibility for treatment
anorexia, and the value of

dual experience of anorexia.

methodology. The
primary researcher
was an insider
research. Some bias
may therefore be
present despite
efforts to mitigate

this.

Generalisability is

limited due to the
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Author(s) Location Aims Sample Key Findings Limitations
and Method
The study described its sample sizes utilised
participants as in IPA, although this
‘individuals with dual is also not an aim of
experience of anorexia’. IPA.
The experiences of
minoritised groups
and individuals
identifying as male
were not captured
within the study.
Huet and United To explore the 19 art therapists Data was That clinicians’ experiences A small-sample,
Holttum Kingdom experiences of art completed the study’s collected via of mental distress could be  survey-led study of
(20106) therapists with questionnaire. cross-sectional drawn upon for the benefit ~ the members of one

experience of mental

survey using a

of service users. That

particular art therapy
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Research Design

Author(s) Location Aims Sample Key Findings Limitations

and Method

distress to answer Service user experience questionnaire further support was needed  organisation. The

the research was defined as having with open-ended  in clinical and training demographics of the

questions: received a mental health questions to settings in order to facilitate participants are not
diagnosis and having enable the harnessing of lived and  reported to protect
- Did needed to use mental participants to living experiences and the their confidentiality.
participants health services before, share their stories.  ‘bringing all parts of

disclose their during, or after training themselves’ together. A

experience of
mental distress at
interview of
during their art
therapy training,
and, if so, what
was their

experience of

as an art therapist.

Demographic

information was not

collected to ensure the

anonymity of

participants.

Written responses
were thematically
coded.
Descriptive
statistics were

provided.

self-reported increase in
empathy towards service
users, and an awareness of

one’s own limitations.
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Research Design

and Method

Key Findings

Limitations

Karbouniaris

et al. (2022)

The

Netherlands

disclosing and the

reactions to it?

- What

effects, if any, do

participants

perceive their

experience of

mental distress to

have had on their

practice?
To explore the Participants were
perspectives of professionals across a
mental health variety of recovery
professionals who orientated in- and out-

are in a process of patient settings who

A participatory
action research
approach.
Thematic analysis

(Braun and

The use of experiential
knowledge held by the
participants was found to
affect four levels: their

personal-professional

The researchers note
that they recruited
from a local
population of

specifically
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Author(s) Location Aims Sample Key Findings Limitations
and Method

integrating their own held their own Clarke, 2006) was  development, their recovery-orientated

experiential experiences of mental applied to relationships with service services, meaning

knowledge in their health difficulties. 12 participant users, their relationships that the study’s

professional role. female, three male interview with colleges, and the generalisability is
participants, with ages  transcripts. broader organisations that limited. Data
ranging between 27 and they worked within. pertaining to the
60. Professionals roles nature of
included nurses, social participants’ lived
workers, and experiences of
humanistic counsellors. mental health

difficulties was not
captured to protect
anonymity, but

means that this was

therefore not
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and Method
considered in
analysis.
Karbouniaris = The To explore the Eight psychiatrists with A qualitative, The decision to become a The study was
et al. Netherlands  perspectives of lived or living participatory psychiatrist was often conducted locally
(2023) psychiatrists with experiences of mental study. related to participants’ and there were not

lived experiences of
mental health
difficulties, in
addition to exploring
their considerations
when integrating the
personal into the

professional realm.

health difficulties were
recruited. Ages ranged
between 46 and 65

years.

Data collections
included
participant
observations
during peer
supervision
sessions, three
interviews, and a

focus group.

personal experiences with
mental distress. Some felt
the need to integrate their
personal experiences into
their professional work,
although findings suggests
that the use of lived
experiences in participants’
work was ‘in early stages of

development.

similar, comparable
studies known at the
time of publication.
It utilised a small,
homogenous sample
size due to its
qualitative
methodology, and
may therefore lack

generalisability.
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Member checking
was utilised. Findings suggested three
Thematic analysis main considerations.
was applied to
participant
interviews.
Lopez-Aybar  United To assess 175 participants Data was Emergent qualitative The participant pool
et al. States prosumers’ recruited by collected via themes included witnessed ~ was majority white,
(2024) experiences of ‘snowballing’. The qualitative, open-  discrimination, anticipated  cis-gender females,

mental illness stigma
within the field of
clinical psychology.
To answer the

questions:

participants were
prosumers with any
given psychiatric
diagnosis as defined by
DSM-V. Prosumers

where either in their

ended
questionnaire
items and
quantitative
measures of

witness

stigma, internalised stigma,

and stigma resistance.

meaning that the
experiences of
minoritised
individuals may not
be represented. The

study may therefore



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT

246

Research Design

Author(s) Location Aims Sample Key Findings Limitations
and Method

-What is the nature  doctoral training or discrimination, not capture
of stigmatising post-qualification, microaggressions, minoritised
experiences living in the US, aged internalised intersectionalities.
relating to 18 or over, and English  stigma, Recruitment bias
prosumer status speaking. The majority ~ anticipated may have occurred
within clinical of recruited participants  stigma, and due to the use of the

psychology?

-In what context
and from whom do
prosumers report
experiences of
stigma within the
clinical

psychology field?

were currently in

training.

stigma resistance.
Grounded theory
was utilised to
analyse
qualitative data
and descriptive
data analyses
were conducted

using SPSS.

‘snowballing’
recruitment method.
The researchers also
acknowledge the
potential for bias
introduced by the
ways in which
participants

represented their
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and Method

experiences.
Participants may
have self-identified
based on their
interest in the topic
of study, meaning
that some other
positions/experiences
have not been
represented. The
researchers
acknowledge the
subjectivity of

grounded theory.
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Turner et al. United To develop a theory 12 trainee clinical Participants Six core categories Interviews relied on
(2021) Kingdom about how trainees psychologists were participated in emerged, which comprised  participant self-

approach and
manage disclosures
of lived/living
experiences of
mental health
difficulties, and
relating to factors
which might
precipitate or inhibit
disclosure to
psychology
colleagues during

training.

recruited from
accredited doctoral
programmes in clinical
psychology throughout

the United Kingdom.

3 participants were
male, 9 were female,
with an age range
between 26 and 37
years. Some
participants held

experiences of multiple

individual semi-
structured

interviews about
their experiences

of disclosure.

Grounded theory
methodology was
applied to
participants’
interview

transcripts.

of further subcategories.

The categories included:
- Motivations
(feeling the struggle
and needing
support, being
understood,
professional values
and duty,
influencing

narratives).

report and
recollections of
disclosure
experiences and are
thus subject to bias
or error. Participants
were self-selecting
volunteers and may
have had particular
interest and
motivations for
participating. Skype

interview may have
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mental health A constructivist - Enablers limited richness of
difficulties. approach was (trusting data to an extent
taken. relationships, (although

Results were
modelled
pictorially to
facilitate
theoretical coding
and build the
grounded theory

model.

feeling ‘safe’,
having an ‘in-
road’).

- Barriers
(internalising
stigma, worrying
about impact for
training, voicing the
unspoken).

- Features of
disclosure (being

selective, ‘spilling

participants reported
feeling comfortable
with this medium).
The findings are not
inherently
generalisable or
transferable due to
the nature of the
methodology — it
provides a limited

understanding of
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and Method

out’ vs ‘controlled  how the variables
disclosure’, ‘testing  interact.
the waters’).

- Responses

(listening vs.

‘jumping to fix’,

exploring vs. lack

of curiosity).

- Impact

(making it ‘easier’

to be open, growing
connections,

integrating different

parts of self,

‘finding the right
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Research Design

and Method

Key Findings

Limitations

Woods and
Springham

(2011)

United

Kingdom

To explore one
person’s journey (as

an art therapist who

One case study, who is
also the first author of

the paper. The two

A repeating
interview cycle

approach was

support’, clarifying

positions).

The model that emerged
was largely consistent with
research on disclosure in
healthcare professionals and
has implications for training
programmes, sUpervisors
and trainees when engaging
in conversations about lived
experience.

AW found that, in
attempting to articulate her

experiences through self-

The intricacies of
their methodological

approach was
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and Method

Key Findings

Limitations

became a service
user on a mental
health inpatient
ward). The authors
described the paper
as an examination of
the experience of
one individual when
faced with the
prospect of using art
therapy. ‘AW’ (the
case study) has
suffered from
anxiety and

depression while

authors had
encountered each other
by chance — the second
author (the
‘interviewer’) had been
working at the service
where the first author
(‘AW’) was being
treated, but was not
involved in her
treatment in any
capacity. The authors
credited ‘a sequence of

coincidences’ as

adopted to
interview the art
therapist with
lived experience
of a mental health
inpatient ward.
The interview was
conducted by an

art therapist.

The authors
recorded their
conversations

about what could

leading to the writing of e learned from the

reflection, she habitually
‘found herself stranded’
with only a professional
language to describe ‘what

she went through’.

The researchers found the

following central themes:

Concrete minds: It was
difficult for AW to reflect
on her experiences as an
inpatient, as her inner world

experience at the time was

unclear, as was the
approach that the
second author took
towards the
conversation. The
means by which they
reached their themes
was not elucidated.
The study’s
limitations were not
discussed as part of
the report. Bias may
have been introduced

due to the
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working as an art
therapist for adults
with intellectual
disability, and had
required two
informal inpatient
admissions. The
authors also noted
that they had an
additional
motivation when
writing the paper: to
attempt to break the
silence about talking

about holding this

the paper. The
interviewer proposed
the study to AW, who

agreed to it proceeding.

connections
between AW’s
lived experience

and her practice

as an art therapist.

Their
methodology was
heuristic,
comprising of
Immersion,
incubation and
illumination

stages.

more concrete and black

and white.

Concrete care for concrete
minds: the comfort and
difficulties encountered due
to the concreteness of

staff’s care approaches.

The waiting art therapist:
the familiarity of art therapy
felt anxiety provoking and

unsafe as a patient.

researchers’ rationale

for the project.
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Key Findings Limitations

dual relationship
with mental health

difficulties.

Each central
theme that they
identified was
organised into key
experiences and
learning

outcomes.

The researchers
found that AW’s
experiences did
not unfold in a
structured form,
and that they

therefore

The waiting art materials:
the painful irony of
encountering one’s own
profession as an inpatient
by feeling unable to use the
materials that are part of
your own professional

battery.

Genuinely seeking to
understand: Encountering a

genuine, caring nurse.
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Key Findings
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Limitations

conducted Hope: Reflections on the
multiple rounds of power dynamic between
recorded staff and patients.
conversation to

facilitate AW in

speaking about

her experiences.
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Appendix F

UH Ethical Approval

University
Hertfordshlre u H

HEALTH, SCIENCE, ENGINEERING AND TECHNOLOGY ECDA
ETHICS APPROVAL NOTIFICATION

T0 Emma Curry

cC Dr Natalie Kemp

FROM Dr Rosemary Godbold, Health, Science, Engineering and
Technology ECDA Vice Chair

DATE 29/11/2025

Protocol number: LMS/PGR/UH/05844

Title of study: Dual-Experiences of Anorexia Nervosa: Premature Treatment
Termination.

Your application for ethics approval has been accepted and approved with the following
conditions by the ECDA for your School and includes work undertaken for this study by the
named additional workers below:

Dr. Natalie Kemp

General conditions of approval:
Ethics approval has been granted subject to the standard conditions below:

Permissions: Any necessary permissions for the use of premises/location and accessing
participants for your study must be obtained in writing prior to any data collection
commencing. Failure to obtain adequate permissions may be considered a breach of this
protocol.

External communications: Ensure you quote the UH protocol number and the name of the
approving Committee on all paperwork, including recruitment advertisements/online requests,
for this study.

Invasive procedures: If your research involves invasive procedures you are required to
complete and submit an EC7 Protocol Monitoring Form, and copies of your completed
consent paperwork to this ECDA once your study is complete.

Submission: Students must include this Approval Notification with their submission.
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Validity:
This approval is valid:
From: 29/11/2024

To: 17/05/2025

Please note:

Failure to comply with the conditions of approval will be considered a breach of protocol
and may result in disciplinary action which could include academic penalties.
Additional documentation requested as a condition of this approval protocol may be submitted
via your supervisor to the Ethics Clerks as it becomes available. All documentation relating to
this study, including the information/documents noted in the conditions above, must be
available for your supervisor at the time of submitting your work so that they are able to confirm
that you have complied with this protocol.

Should you amend any aspect of your research or wish to apply for an extension to your
study you will need your supervisor’s approval (if you are a student) and must complete
and submit form EC2.

Approval applies specifically to the research study/methodology and timings as detailed in your
Form EC1A. In cases where the amendments to the original study are deemed to be
substantial, a new Form EC1A may need to be completed prior to the study being undertaken.

Failure to report adverse circumstance/s may be considered misconduct.

Should adverse circumstances arise during this study such as physical reaction/harm,
mental/emotional harm, intrusion of privacy or breach of confidentiality this must be reported to
the approving Committee immediately.
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Appendix G

Consent Form

University of UH Ethics
EC3 Hertfordshire Committee

Consent Form

Version Number 1.0
29.09.2024

Dual Experiences of Anorexia Nervosa: Premature Treatment Termination.

Protocol Number: LMS/PGR/UH/05844

Participant Identification Number:

Please tick one BLUE box for each row.

Tick if you Tick if you
CONSENT: DO NOT
CONSENT:

1) I confirm that | have been given the Participant Information Sheet (version 1.0) for the above study. | am
aware that it states the aim, methods and design, the names and contact details of key people, the potential
risks and potential benefits of my participation in the study, and how my information collected will be stored
and for how long. | have had the opportunity to consider the information, ask questions and have these
questions answered satisfactorily.

2) | understand and agree that my participation is voluntary. | understand that | can withdraw at any time
before or during participation in my interview, and that | can withdraw my consent for the use of my data up to
two weeks post-interview without providing a reason and without my legal rights being affected.

3) I understand and agree that my interview will be audio-visually digitally recorded, and that a back-up audio
recording will be made. No audio or visual data will be published.

4) | understand and agree that a report will be written about this study, and that quotes (excerpts from the
transcript of my interview) may be included in the report. | understand that all identifying information relating
to me will be removed or changed, and that excerpts from my interview will be attributed to my chosen
pseudonym. | understand that my full transcript will be included in the Primary Researcher’s doctoral thesis
submission, but that it will be not included with publication submissions.

5) I understand and agree that the demographic information that | choose to share (including my gender
identity, my preferred pronouns, my age, my ethnicity, and my relevant professional roles) will be included in
the study’s written report.

6) | understand and agree that the report written about this study will be submitted for publication and may be
published in an academic journal.

7) | confirm that | have been told how information relating to me (both data obtained during the study and
data provided by me about myself) will be handled: how it will be kept secure, who will have access to it, and
how it will or may be used.

8) I understand and agree that this project’s analyses may be discussed with the Primary Researcher’s
methodological training group during the analysis process. | understand that my confidentiality will be
protected during this process, and that no virtual or hard-copy data will be shared.

9) | understand that if there is any revelation of unlawful activity or any indication of non-medical
circumstances that would or has put others at risk, the University may refer the matter to the appropriate
authorities.

10) | give my agreement to take part in the above study.

258



AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT 259

University of UH Ethics
Hertfordshire Committee

11) | would like to be informed of the outcomes of this study. | would like to be contacted on the following
email address: .1 consent to the Primary Researcher retaining my email address
until September 2026 for this purpose.

NAME:

[ CHOSEN PSEUDONYM:
DATE:

PARTICIPANT:

NAME:
PRIMARY DATE:

RESEARCHER: ME'
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Appendix H

Participant Information Sheet

University of UH Ethics Protocol Number: LMS/PGR/UH/05844
Hertfordshire Committee

EC6

Participant Information Sheet

Version Number 1.0 (27.09.2024)

An invitation to take partin research:

Dual Experiences of Anorexia Nervosa:

Premature Treatment Termination

Invitation to the research project
Thank you for showing interest in my research project. My name is Emma Curry and | am a Trainee Clinical
Psychologist at the University of Hertfordshire. | am an eating disorder professional with lived experience

of anorexia nervosa.

| am the Primary Researcher for this project, under the Lead Supervision of Dr. Natalie Kemp (Clinical
Psychologist, Founder of in2gr8mentalhealth CIC, Principal Lecturer at the University of Hertfordshire)
and the Secondary Supervision of Dr. Jenny Nicholson (Consultant Clinical Psychologist, Specialist
Eating Disorder Unit, South Yorkshire Provider Collaborative). We also have an Expert by Experience
Consultant on our research team, who has informed the development of this project. This projectisin

partial fulfilment of my Doctorate in Clinical Psychology. The University’s regulation, UPR REOQ1, ‘Studies
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Involving the Use of Human Participants’ can be accessed via the following link:

https://www.herts.ac.uk/about-us/governance/university-policies-and-regulations-uprs/uprs.

What are the aims of this research?

The aim of this research project is to explore in depth how individuals with dual experience (in this case,
the lived or living experience of anorexia nervosa or an anorexia-like presentation who have also held a
role providing treatment or care for individuals with anorexia nervosa or anorexia-like presentations) make
sense of their experiences of premature treatment termination. It is anticipated that the findings from this

project may help to inform current discourses around this subject.

What would this involve?

Should you decide that you would like to go ahead and participate in this project, | would liaise with you
via email to arrange a date and time for your interview. This would be held remotely via Microsoft Teams
(please see the disclaimer at the end of this document). As the Primary Researcher, | will conduct your
interview, and it will utilise a semi-structured format (Il will have some pre-prepared questions but our
conversation will be predominantly led by your experiences). Our Teams meeting will last for
approximately 90 minutes, allowing us time for discussing the project, confirming your consent for
participation, the interview itself, and any follow-up questions you may have. Should you wish to have a
ten-minute break at any point during our meeting for any reason, we will pause accordingly. | will digitally
audio-visually record our interview using the inbuilt Microsoft Teams recording feature. A backup audio
recording will be made using a password-protected digital voice recorder. A transcript of your interview

will be made by Microsoft Teams’ inbuilt transcription feature.

What will you do with the information | give you?

All information collected is strictly confidential. Your data will be collected via your consent form, our
email correspondences, and your individual semi-structured interview conducted by myself. | will ask you
for personal data including your name, age, gender identity, preferred pronouns, ethnicity, and job roles

relating to the care and/or treatment of individuals with anorexia or anorexia-like presentations, to provide
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demographic context to the experiences you share during your interview. You are at liberty to decline to

share this information with me.

For this project, you will be asked to document your consent via a digital Word document. | will also audio
and visually record your interview digitally using the Microsoft Teams inbuilt recording software in
conjunction with a backup digital voice recording device. Your interview will be transcribed via Microsoft
Teams’ inbuilt transcription software. All of your data will be stored securely and separately on a university

OneDrive, encrypted within separate password protected folders.

Immediately after your interview (once we have ended our Teams call), | will review Teams’ transcription of
your interview for accuracy by comparing the digital audio-visual recording of our conversation with the
Microsoft Teams-produced transcript. Once this process is complete, | will destroy the audio-visual and
backup audio recordings of your interview using multi-pass wiping technology to ensure that the files are
notrecoverable. Two-weeks after your interview, your interview transcript will be analysed. Sections of your
interview transcript will be included in the project’s written report under your chosen pseudonym, with all
identifiable information pseudonymised or redacted. The full pseudoanonymised and appropriately
redacted transcript of your interview will be included in the appendix of the written report that | submit in
partial fulfilment of my Doctorate in Clinical Psychology at the University of Hertfordshire, in addition to any
personal demographic information that you consent to sharing. | also intend to submit this project for
publication in an academic journal. The version of the report submitted for this purpose will not include
your full pseudoanonymised and appropriately redacted transcript, but will include pseudoanonymised
and appropriately redacted excerpts and the demographic details that you consent to sharing. The
transcript of your interview will not be made available to other researchers and will be used solely for the
purpose of this project. It is of the utmost importance to me that your generous involvement in this project

remains confidential.

All of the data you provide will be accessed by myself, my Lead Supervisor, and my Secondary Supervisor.
Access to your information is also required by the University of Hertfordshire’s Health, Science,

Engineering and Technology Ethics Committee with Delegated Authority for the purpose of monitoring.
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My analyses of data collected during this project may be discussed with my methodological training

group, but all discussed data will have been previously pseudoanonymised.

Your data (excluding that which will have already been destroyed as previously mentioned during the
research process) will be retained and stored safely, securely, and separately, until completion of the
project (expected completion date is 25" September 2025). If you choose to be appraised of outcomes
from the project (including publication), you will be asked to consent to your email address being retained

for a further year in order to honour this request.

For further information about use of your personal data and your data protection rights, please contact

the university’s Data Protection Team: dataprotection@herts.ac.uk.

How will you use this information?

The results of this project will be written in a report in partial fulfilment of my Doctorate in Clinical
Psychology. The research will also be written up for submission to peer-reviewed academic journals and
conferences so that others can learn from your experiences. Both will contain pseudoanonymised

excerpts from your interview and any personal demographic information you consent to being shared.

Are there any situations whereby something | tell you will be shared outside the context of this
project?
Disclosure of any personal information from the interview would only occur in exceptional

circumstances, such as if you shared information that indicated you may be a risk to yourself or others.
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What are your choices about how your information is used?

e You can stop being part of the study at any time, without giving a reason, but we will keep

information about you that we already have.

e We need to manage your records in specific ways for the research to be reliable. This means

that we won’t be able to let you see or change the data we hold about you.

Are there any potential benefits in taking part?
There are no direct benefits for taking part, but | hope to provide a space in which you can share your

experiences of premature treatment termination and have your voice heard.

Are there any potential risks in taking part?

Although | hope you will have a positive experience of your interview, the sensitive subject matters we
explore relating to your personal experiences may evoke difficult feelings or leave you feeling distressed. |
will do my very best to ensure that you feel as heard and comfortable as possible during your interview,
and that | conduct your interview with the utmost sensitivity. Aspects of your interview that are included
in my final report will be attributed to your chosen pseudonym, and any parts of the interview that might
enable you to be identified will either be pseudonymised or will not be included. If you meet this project’s
inclusion criteria but find this topic deeply distressing, | would kindly ask that you prioritise your own

wellbeing and not participate.

Should your participation in this project evoke difficult feelings for you or leave you feeling distressed, |

would strongly encourage you to contact one of the UK-based services detailed below:

BEAT Eating Disorders Charity
Access: 365 days access, Weekdays: 9am-8pm, Weekends and Bank Holidays: 4pm-8pm
Call: 0808 801 0677

Email: help@beateatingdisorders.org.uk
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NHS 111
Access: 24 hours a day, 7 days a week
Call: 111

Email: 111.nhs.uk

Samaritans
Access: 24 Hour
Call: 116123

Email: jo@samaritans.org

What happens after the interview?
Following the interview, you will have no further involvement in the study. You will be given a debrief form
that outlines next steps and shares the contact details for relevant support networks should you wish to

access support.

What happens if | agree to take part but then later change my mind?
You can withdraw from the interview at any time point, including during the interview and up to 14 days
after the interview. You can withdraw for any reason and you do not have to share your reason with me.

Withdrawal from the project would have no impact on your legal rights.
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Who is in the research team?

Name

Role

Email
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Emma Curry

Primary Researcher
Trainee Clinical Psychologist

The University of Hertfordshire

ec22abg@herts.ac.uk

Dr. Natalie Kemp

Primary Supervisor
Clinical Psychologist
Principal Lecturer

The University of Hertfordshire

n.kemp4@herts.ac.uk

Dr. Jenny Nicholson

Secondary Supervisor
Consultant Clinical Psychologist
South Yorkshire Provider

Collaborative

jenny.nicholson@nhs.net

Our research team also contains an Expert by Experience Consultant, who would like to remain

anonymous.

What do | do if | am interested in taking part?

1. Participation is entirely voluntary, so | would first encourage you to take some time and
space to think about whether you would like to take part. If you have any questions, or

would like more information, please email me (address below).
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2. Ifyoudecide you would like to take part, please contact Emma: ec22abg@herts.ac.uk

Please be aware that | sadly cannot guarantee that all those who apply to take part will

be interviewed.

This research is being conducted as part of my Doctorate in Clinical Psychology, sponsored by
the University of Hertfordshire. The Research Team work in accordance with the British Psychological

Society’s professional code of conduct including ethical practice.

Although we hope it is not the case, if you have any complaints or concerns about
any aspect of the way you have been approached or treated during the course of

this study, please write to the University’s Secretary and Registrar at the following

address:

Secretary and Registrar
University of Hertfordshire
College Lane

Hatfield

Hertfordshire

AL10 9AB.
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Microsoft Teams Disclaimer:

Our interview will be conducted via Microsoft Teams, which operates as a processor for any personal data
exchanged. In common with other ‘free’ web services, it will be your responsibility to review their Privacy
Policy and Terms and Conditions. You will be under no obligation to accept them. Please note, however,
that the acceptance of the terms and conditions of Microsoft Teams (or similar online service) forms a
contract between you and that company, independent of the University of Hertfordshire. Because you will
be transacting with your personal information, please familiarise yourself with Microsoft Teams’ Privacy
Policy and only proceed with arranging an interview if you are comfortable with the information that

Microsoft Teams captures and what their company can do with it.

I will utilise my university Microsoft Teams account for our meeting. Our meeting will be password
protected and | will share the password with you by email. The audio-visual recording of our interview along
with the transcript will initially be stored on the Microsoft Teams Server. At the end of our meeting, once the
recording and transcript have been finalised, both will be downloaded from Microsoft Teams into separate,
secure folders on the university OneDrive. The recording and transcript will then be deleted from Microsoft

Teams.

THANK YOU FOR CONSIDERING PARTICIPATING IN THIS PROJECT.
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Appendix I
Debrief Sheet
Hg:-vtfegfclitsyh?:e UH Errir(:;ittee Protocol Number: LMS/PGR/UH/05844
Debrief Sheet

Version Number 1.0 (27.09.2024)

Dual Experiences of Anorexia Nervosa:

Premature Treatment Termination.

A huge thank you!

Thank you so very much for taking part in this study and for sharing your experiences with me. This study
is focused on the dual experiences of individuals such as yourself: individuals with lived/living experience
of anorexia nervosa or an anorexia-like presentation and premature treatment termination who have
provided treatment or care for individuals with anorexia nervosa or anorexia-like presentations. Itis
hoped that the findings from this study will inform narratives around this phenomenon and add the voice

of dual experience to discourses around this subject.

What happens now?

Your digital interview recordings were pseudonymised at the point of data collection (our interview). Your
interview transcription will now be reviewed in conjunction with your interview recording in order to
ensure that the transcription is accurate, and it will be redacted to ensure your confidentiality is upheld.
In the two weeks following your interview, you may still choose to withdraw your consent for the use of
your data. If this is the case, please contact me via the email address ‘ec22abg@herts.ac.uk’. After this

two-week period, your data will be analysed and can no longer be withdrawn.
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What if | need to speak with someone following interview?

I hope you found the interview to be a positive experience. If, however, the experience has brought up
difficult feelings or has left you feeling distressed, | would encourage you to contact one of the services

listed below:

BEAT Eating Disorders Charity
Access: 365 days access, Weekdays: 9am-8pm, Weekends and Bank Holidays: 4pm-8pm
Call: 0808 801 0677

Email: help@beateatingdisorders.org.uk

NHS 111
Access: 24 hours a day, 7 days a week
Call: 111

Email: 111.nhs.uk

Samaritans
Access: 24 Hour
Call: 116 123

Email: jo@samaritans.org

What do | do if | have any questions?
Please do not hesitate to contact me via the email address ‘ec22abq@herts.ac.uk’ should you have any

questions pertaining to the study or your involvement with it.

Thank you again for your time and for sharing your experiences; your input has been invaluable.
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Appendix J

Research Distress Protocol

Developed based upon Whitney and Evered (2022)

Version Number 1.0 (29.09.2024)

A participant informs the researcher that they are experiencing
stress or distress during their interview. Alternatively, a participant
exhibits behaviours that may be suggestive of experiencing stress
of distress during the interview.

Researcher responds by offering to pause the interview. If the
participant feels their distress is manageable and wishes to
continue, the interview may proceed. If not, see first line response.

Distress
AN
AN
First Line
Response
AN
AN
Review

The researcher will:

1. Pause the interview.

2. Ask after the participant’s well-being and provide space for
them to verbalise their distress if they would like to/feel
able to.

3. Compassionately ask whether the participant would like to
continue with their interview of prefer to stop.

Second Line
Response

N

N

If the participant feels able and would like to continue with their
interview, the researcher may resume the interview.

If the participant does not feel able to continue or does not wish to
continue or feels their distress continuing to grow, follow second
line response.

Follow-up

The researcher will stop the interview and offer to provide contact
details for services that can offer them support (service details are
also listed on the Participant information Sheet). Where
appropriate, the participant will be encouraged to contact their GP
or their local A&E department.

The researcher will inform their Principal Supervisor of the
participant’s distress immediately following the Teams Meeting
with the participant (in accordance with the participant’s signed
consent form).

The researcher will provide a follow-up phone call (with the
participant’s consent to check-in and see how the participant is
feeling now that the interview is completed.

If appropriate and if requested by the participant, the researcher can
offer to reschedule the interview for another time.
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Appendix K

Recruitment Poster

Version 1.3 (30.01.2025)
INVITATION

TO PARTICIPATE IN RESEARCH:

il

Have you held a role where you provided treatment for anorexia nervosa?

Have you also had anorexia yourself?

Have you also personally experienced your own treatment ending early?

If you have, then you might be interested in participating in our
research project.

We are interested in your experience of ‘premature treatment
termination’ as someone with dual experience of anorexia
nervosa (you have experienced anorexia personally and
provided care for others with anorexia).

We are defining ‘premature treatment termination’ as any
instances where you feel treatment - or any element of it -
ended early.

You may have had multiple instances of treatment where some
ended early and others did not. It may also be that some
aspects of a broader treatment programme ended prematurely,
whereas others continued. It also may have arisen out of a
decision you made, or it may have arisen out of a decision made
by your care provider. You may have had more than one
experience of premature treatment termination.

WE WOULD LOVE TO HEAR FROM YOU IF:

You are 18 years old or older and fluent in English.

You are currently based in the UK.

anorexia and you may have had an ‘atypical’ diagnosis.

length of time, in any role.

TO DISCUSS PARTICIPATING
OR ASK ANY QUESTIONS:

ec22abq@herts.ac.uk

WHAT WOULD I NEED TO DO?

Participation in this project comprises of a
90-minute online interview
held via Microsoft Teams, with the project’s

Primary Researcher, Emma.

You have lived or living experience of anorexia nervosa. You do not need to have had a formal diagnosis of

You have provided care and/or treatment for individuals with anorexia or anorexia-like difficulties for any

You have personally experienced premature treatment termination. You may have also experienced this in

your position of providing care for others, but this is not a requirement to participate.

wellbeing.

University of i
o UM &

Title of study: ‘Dual Experiences of Anorexia Nervosa: Premature Treatment
Termination.’
Protocol Number: LMS/PGR/UH/05844
Approving Committee: The University of Hertfordshire Health, Science, Engineering
and Technology Ethics Committee with Delegated Authority

You feel that speaking to your personal experiences will not negatively impact upon your personal

WHO AM I?

My name is Emma and I am a Trainee Clinical
Psychologist at The University of Hertfordshire and
the primary researcher for this project. I have lived
experience of anorexia nervosa and providing care
for individuals with anorexia and anorexia-like
presentations. I am deeply passionate about
improving all aspects of treatment for the eating
disorders and ensuring that all voices of experience
are heard in research.
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Appendix L

Interview Schedule

Version Number 1.1(15.11.2024)

1. Start of Interview
- Initial connections

o Thank you for joining me today.

o Are you in a safe and private space?

- Speak to the purpose of the interview and the Primary Researcher’s role.

o Today is about your experiences, and I’m truly honoured to be in the position
to learn from you.

o [lappreciate I am a stranger in this privileged position of getting to learn about
your experiences. To let you know a little about who you are giving this
privilege to, I am Trainee Clinical Psychologist who is passionate about the
care of individuals experiencing an eating disorder as well as mental health
and lived experience advocacy. I also consider myself dual-experienced: I
have both had anorexia and provided care for others with anorexia. My
Principal Supervisor is Dr. Natalie Kemp, the founder of in2gr8mentalhealth
CIC, and advocate for destigmatising and supporting the lived and living
experiences of mental health difficulties in mental health professionals, a
clinician with her own lived experience and Principal Lecturer at the

University of Hertfordshire. My Secondary Supervisor is Dr. Jenny Nicholson,
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a Consultant Clinical Psychologist who specialises in eating disorder
treatment. Our team also has the privilege of an Expert by Experience
Consultant — they have chosen to remain anonymous.
- Connect

o My preferred pronouns are they/them. Do you have preferred pronouns?

o Ifyou feel comfortable to do so, I’d love for you to tell me about yourself.

o What interested you in this project?

o  Which terminology would you prefer we use today to refer to
anorexia/anorexia-like presentations and the people who experience them?

o Touch upon working language for the study.

2. INVITING IN THE PARTICIPANT’S CONTEXT:
Lived Experience of Anorexia/Anorexia-like presentation and being a

professional with lived experience

o To begin with, would you mind telling me a little about your eating
disorder/eating difficulties?
= What is/was your experience of your AN/AN-like presentation like?
e What do/did these experiences mean to you?
= What is/was your relationship with your AN/AN-like presentation?
e  Why do you think that is?
= What kind of treatments/professionals did you experience?

e What sense do you make of those experiences?
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e How do you feel about those experiences?
o Please could you tell me a little about your role in caring/treating individuals
with AN/an AN-like presentation?
= What do you feel led you to this/these role(s)?
*  Why do you think that is?

= What does this feel like?

3. INVITING IN THE RESEARCH PHENOMENON:

Lived Experience of Premature Treatment Termination?

o Would you mind telling me a little about your experiences of premature
treatment termination?
=  What kind of treatment are/were you having?
= What kind of setting are/were you receiving treatment in?
=  What thought process do/did you have?
=  Which factors contributed to this decision?
= How does/did this feel?
= What was the impact of this?
= How does it feel looking back upon those experiences?
*  Why do you think that is?

=  What effect do you think that/these experience(s) had for you?
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4. Professional Experience of Premature Treatment Termination?
o Would you mind telling me a little about your professional experiences of
premature treatment termination for anorexia nervosa/AN-like presentations?
* What did that feel like?
*  Why do you think that was?
= What sense do you make of those experiences? /What do you feel that

meant?

5. ENDINGS:
o Is there anything you’d like to tell me that I haven’t asked you about in our
interview today?
o How did sharing your experiences feel?
o Thank you for your time.
o Share Debrief Form.

o Review of next steps.
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Appendix M

Example of Initial Coding during IPA Analysis
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Exploratory Notes Coding Key:
Descriptive

Linguistic

Conceptual

Initial Experiential Statements

Interview Transcript

Exploratory Notes

Anorexia sneaking up on her and her family. (p.14)

(p-14)

Anorexia interrupting her life. (p.14)

Anorexia being unknown and difficult to recognise.

Participant

Yeah, of course. Erm, so I was first... I first started
struggling with anorexia... unbeknownst to me and my
family, when [ was...16? So it was my... final year of
high school and it was literally coming towards the end,
erm... And... long story short, I didn't finish the year
because [ was too unwell with the eating disorder. And
it wasn't recognised as such until it got to the point

where [ was not eating anything and... the GP

‘struggling with anorexia’.

‘unbeknownst’ — languaging as though from an epic
tale. Formal. As though anorexia crept up on Serena
and her loved ones. It was an anonymous presence
as yet without a name. Anorexia as a ‘long story’.
Emphasis, ‘literally’. Anorexia interrupted her
education. Anorexia was unrecognised until she

stopped eating altogether.
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Anorexia being unrecognisable until you stop eating

altogether. (p.14)

Not being underweight enough for professionals to

intervene. (p.14)

Her parents fighting for inpatient treatment. (p.14)

The severity of her struggles going unseen and

unheard. (p.14)

Failing to be unwell enough for specialist eating

disorder treatment. (p.14)

Being categorised by her weight. (p.14)

recognised the way [ was deteriorating, but [ wasn't
quite at the point where I was severely underweight. I'd
lost significant weight in a very quick period of time,
but I wasn't severely underweight. But my mum and dad
- particularly my dad - fought for me... to go into an
inpatient treatment because I already have low blood
pressure. So the fact that I wasn't eating wasn't going to
be doing my body any favours and I was prone to
fainting very quickly on... when I started restricting.
But where I'm located it there was no eating disordered
service specifically, erm... And I think also because of
my criteria at the time, I didn't meet the threshold for an
eating disorder... eating disorder service. Erm, because
I wasn't... (gestures to indicate air quotes) ‘appropriate’
weight category. So [ went into a adolescence mental

health inpatient service, so that looked at every mental

Her GP noticed she was rapidly deteriorating but her
weight loss was not severe enough to trigger onward
referral to a specialist service.

This is now a criteria for the diagnosis of anorexia, but
may not have been at the time for Serena. Parents
‘fought’ — the battle had begun with people fighting on
her behalf. The battle began with recognition of the
illness. Existing medical complications adding to
increased risk — still not considered to meet clinical
threshold for onward referral. ‘not doing my body any
favours’ — sounds like what an impressed parent might
say to a child. Who is Serena potentially berating
here? No local specialist service.

‘meet threshold’ — clinical language. Threshold also
the entry to a house — she wasn’t welcome?
‘appropriate’ for anorexia — a paradoxical sentiment.
‘Appropriate’ — as though there’s a right and a wrong.
Serena sees the fault in this sentiment. Like failing to
gain entry into an exclusive club. Also, you aren’t ill
enough to need/deserve this. Admission to a general

CAMHS inpatient facility. Other young people with
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Others’ anorexia being noticeable to her. (p.15)

Recognising others who were also facing battles

against anorexia. (p.15)

Battling anorexia without support despite being in

treatment. (p.15)

Treatment feeling like a physical location that she

was placed in which lacked psychological and

practical support. (p.15)

Feeling uncared for by staff. (p.15)

Treatment feeling procedural and impersonal. (p.15)

health disorder. So it wasn't specifically for eating
disorders. There was a few other inpatients that had
eating disorders, but it was never really talked about
what they had, but it seemed quite apparent they had
what I was struggling with, erm... But they were...
more underweight than I was, erm... And so they must
have faced similar battles. But... they... didn't give me
any sort of... support. Psychologically. Practically.
Really it was, I'm here. I'm away from my family and
you need to start eating three meals a day. With the
snacks. And... they would sit you there and wait until
you'd eat them or not. They'd give you an ensure drink.
So... they didn't really explain really what this meant,
erm... and why... what... like obviously just
completely battling against everything I was doing. So it

just felt that this pure punishment that I've been taken

eating disorders there, but no shared eating disorder

treatment.

Eating disorders being unnamed, unspoken. Culture?
Shame?
Hesitation — perhaps out of recognition that what she
said might be interpreted as an ‘anorexic’ thought? Or
perhaps an intrusion of her past anorexic voice?
‘Battles’ again — repetition. She perceives others to be
locked in battle, too.

No practical or psychological support — just
expectations. Emphasis — full stops, succinct.
Switching voices — hers to the professionals’. A sense
of uncaringness from staff — you could eat them or
you could not. Procedural, disconnected.
Dispassionate. The gate-keeping of knowledge. Why
does Serena think this happens?

A battle with staff. Fighting on all fronts, except,
perhaps, anorexia at this stage? To Serena, the battle

was obvious, clear.




AN IPA OF DUAL EXPERIENCES OF ANOREXIA: PTT

280

Feeling deeply punished by being taken away from
her family and her understanding of herself being

withheld by staff. (p.15)

Being discharged because her eating had somewhat

improved. (p.15)

Fighting her way out of hospital to protect herself

through compliance by eating. (p.16)

Feeling traumatised through witnessing the distress of

other patients. (p.16)

Being discharged from an inpatient setting with no

further support. (p.16)

Deteriorating due to a lack of support for two and a

half years. (p.16)

Professionals neglecting basic responsibilities. (p.16)

away from my family and now I've got to eat and there's
no further, like, understanding of why I was doing what
I was doing? So... [ was there... for five and a half
months? Erm... [ had bouts where I could go out and
spend time with my family, but [ was discharged
because... I was eating better. Kind of. Basically I
fought my way out because it was a really unpleasant
and somewhat... small ‘t’ trauma because of what I
witnessed in there as well, it was... not appropriate for
somebody that had had an eating disorder of any sort to
see somebody with psychosis and self-harm actively in
front of you. When that's not something I was suffering
with, erm... But then I came out with no additional
support put in place, so from there for the next... two
and a half years to three years? No, sorry. Yeah, two and

a half years. I deteriorated more and more and more

‘Pure punishment’ — alliterative emphasis. ‘Taken’ — a
sense of kidnapping, almost. Force. Lack of choice.

A sense of hollowness — no understanding gained.
Emptiness.

‘Bouts’ — like an illness, an episode.

Discharged because she was eating better, but Serena
was not feeling better. Discharged because ‘kind of”
eating ‘better’ — suggests Serena was unconvinced by
this rationale. ‘I fought my way out’ — more fighting
against staff. Protecting herself from further harm.
Inpatient treatment was traumatic. Being a witness to
the distress of others.

Switching between ‘I’ and ‘you’ — needing distance
from this experience.

‘Came out’ — echoes of imprisonment.

No support was put in place for Serena post-discharge
for another 2.5 years. Deterioration.

Emphasis on the duration without support. The

duration that her anorexia was allowed to deteriorate.

Emphasis on how far she deteriorated without no one
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Feeling disregarded by professionals. (p.16)

Being told that she needed to lose more weight in

order to access treatment. (p.17)

Punishing herself by losing more weight. (p.17)

with no help, erm... Aside of... a... I don't even know
what she was called, to be honest, but I would assume
knowing what I know now... possibly like a community
psychiatric nurse, possibly? Erm... never really
explained her job title. We'd meet once a week towards
the latter end before I was an inpatient again. Just
checking in with me, seeing how I'm doing. Am I eating
enough, doing a bit of colouring.... creativity work, just
a bit of - tiny bit of emotional support. Erm... and one
day I- she was (laughs)... she checked my weight and
she said she showed me a graph and went, this is the
BMI chart, erm... You're here at the moment (points to
a point on an imaginary graph), so I was underweight
and she then said, but in order to go to inpatient
treatment, you need to be here (gestures to a point much

lower down the imaginary graph). So she literally told

stepping in/stepping up? Serena’s health deteriorated
to anorexia due to the absence of meaningful help.
She didn’t direct class the CPN as ‘help’. The CPN is
an afterthought for Serena.

The gate-keeping of information by professionals.
Neglectful? Deliberately withholding? Dismissive,
disregarding. Left with uncertainty.

Stark contrast between Serena describing her
traumatic experiences and the CPN’s offering of

colouring. Laughter — disbelief?

Locating Serena through her weight — weight centric.

Not unwell enough to receive intensive, specialist
support.
The CPN told Serena that she needed to lose more

weight in order to get support. This became her goal.
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Starving herself to death. (p.17)

Wanting a painful death. (p.17)

Her father fighting for her life. (p.17)

Feeling unwanted and uncared for due to her weight

(p-17)

Her local MP taking over the fight to get her access

to treatment. (p.17)

Feeling threatened by sectioning to ensure

compliance. (p.17)

me, in a nutshell, I needed to lose more weight. So that
is exactly what I did. And I just pushed and pushed and
pushed because I was... already punishing myself, so
what was the point in staying where I am? I just kept
going and I didn't see there was anywhere... [ didn't
realise what I was doing, but essentially I was starving
myself to death and that's ultimately what I really
wanted. [ wanted a painful end. Erm... and all this time
my - bless my dad. He fought for me. Even up to that
point, to try and get me back in inpatient, but nobody
would take me. Nobody would, because I wasn't
meeting that criteria. He wrote to the local MP and the
local MP got back to him because he had personal
experience within his family, erm... and fought for me
to get a place somewhere else in the county. It was a

lo... it was further away, but it was a specialist eating

Very matter of fact, here. She received an instruction
and acted upon it.

Repetition for emphasis, ‘pushed’. A sense of
exhaustion, desperation. Anorexia as self-punishment.
Hopelessness. Serena lacked insight at the time
gained with hindsight.

‘I was starving myself to death and that’s ultimately
what [ wanted. I wanted a painful end.” Repetition of
‘wanted’. Hopelessness. Death became the ultimate
goal.

Her dad was continuing to fight to get her access to
treatment.

‘Nobody would take me’ — rejection for failing to
meet criteria. Unwanted, uncared for. Rejected.

The local MP took up the fight to get Serena access to
the treatment she needed. Everyone was having to
fight for Serena’s life when professionals weren’t.
She ended up going farther afield for specialist

treatment.
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Witnessing and feeling responsible for the suffering

that anorexia caused her family. (p.18)

Needing longer treatment due to how physically

unwell she had become in the absence of meaningful

support. (p.18)

Feeling physically supported but psychologically

neglected in inpatient treatment. (p.18)

Only her body being cared for. (p.18)

disorder service, erm... And I was told that if I didn't
come in now voluntary, it would be under section. So |
said I will come and voluntarily because I didn't want to
be sectioned at that point... And I kind of realised the
suffering everybody had within the family, erm... And
it was more set up for... eating disorders because it was
an eating disordered specialist service. And I was there
for 6 1/2 months, umm... Because I was more
malnourished and more underweight, so I needed a lot
longer to recover, umm... But again, I found it was very
supportive physically in that, you know, they kept
checking our observations on a regular basis, made sure
we were having, you know, gentle refeeding and, you
know, a bit kind of like group support, but there was no
further psychological support when I got to a more, I

suppose, a healthier place weight wise to maybe take

A rapid escalation from ‘nobody would take me’ to we
will take you by law if you don’t attend voluntarily.

Threatening.

Feeling responsible for her family’s suffering? But

‘the family’ — a sense of separation, detachment.

Serena had become increasingly malnourished and
underweight in the time it took for all of those fighting
for her to get her access to specialist treatment.

The treatment protected her body but neglected her
psychologically.

The specialist inpatient setting was supportive
physically but psychological support continued to be
lacking.

‘gentle’, her body was cared for, prioritised.

Still no psychological support even once she was
physically well enough for it to be indicated.

Nobody helped her to understand her experiences. No
one helped Serena to understand what was happening

to her and why she had become unwell. Can you battle
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Feeling ill-equipped to battle anorexia due to not

understanding its cause. (p.18)

Clinicians discharging her once she reached a

‘healthy weight range’. (p.18)

Being discharged while still vulnerable without

support again. (p.19)

Feeling hopeless following discharge. (p.19)

(p.19)

Being discharged from treatment without coping.

things in more cognitively. Erm... which I thought
potentially would start to happen is like nobody at any
stage is kind of sat me down and talked me through a bit
more as to why this was happening. Why had I, erm...
turned in to restrictive eating? And why was it still
prolonged? What was it that was going on underneath?
Erm... so I was recovered — recovering, should I say?
With my weight management and they got... [ gotto a
point where it's within a healthy range was maintaining
and they agreed discharge. But because [ was... erm...
discharged... erm... from part of the county that I
wasn't living in to another part of the county, they had
different, erm... treatments, because there was nothing

where [ was living.

something if you don’t understand the enemy

yourself?

‘Turned in to’ — turning towards. Needing anorexia to
step in and help her cope. A relationship she allowed
in?

In the process of recovery — ongoing. Precarious,
perhaps, and vulnerable?

No post-discharge support because of falling between
different regions.

Back to nothing. Like how it started.

A sense of hopelessness.

She hadn’t been equipped to manage her eating
disorder independently.

The inpatient unit had taken responsibility away from
Serena but did not teach her how to take this back.
Repetition of ‘nothing’ — emphasis of the care void.

Abandonment?
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Appendix N

Example of A Participant’s Initial Experiential Statements

Feeling reduced to one word, ‘anorexia’. (p.4)

Anorexia being linked with feminine identity. (p.4)

Clinicians not explaining anorexia to him. (p.4)

Anorexia feeling deeply embedded and in need of being uprooted. (p.4)

Services offering food and antidepressants as opposed to challenging anorexia. (p.4)

Feeling misaligned with anorexia. (p.5)

Recovery being still hearing anorexia but being able to ignore it. (p.8)

Feeling trusted by others with anorexia because of his lived experience. (p.14)

Understanding the living experiences of others with anorexia through his own experiences. (p.14)

Services failing to uproot his anorexia. (p.15)

Doing everything that services told him would lead to his recovery from anorexia but his anorexia remaining intact. (p.15)

Treatment feeling like a meaningless tick box exercise that paves the way for discharge. (p.15)

Discharge gifting Kevin’s anorexia free rein once again. (p.15)

Believing he was recovered because he had been discharged from services. (p.15)
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Treatment for anorexia focusing on a target weight rather than uprooting the anorexia. (p.15)

Suffering for many, many years as a result of the discharge. (p.16)

His life and time being stolen by anorexia. (p.16)

Feeling abandoned to anorexia. (p.16)

Trusting services entirely, only to be abandoned to his anorexia. (p.16)

Losing many years of his life due to clinicians’ actions. (p.16)

Feeling gripped by anorexia. (p.16)

His trust being stolen by services. (p.16)

Discharge leaving him feeling unworthy of help. (p.16)

Anorexia denying its existence. (p.17)

Services’ actions costing his trust in everyone. (p.17)

Becoming used to a painful life. (p.17)

Resigned to a life with anorexia. (p.17)

Feeling dominated by anorexia. (p.17)

Life passing him by. (p.17)

Being a little boy inside a female body. (p.18)

Wanting to be a boy but being unable to work out how to be. (p.18)
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Over-exercising returning his male body to him. (p.19)

Over-exercising taking over his life. (p.19)

Restricting to find his male body again. (p.19)

Burning away his body’s femaleness. (p.20)

Anorexia almost costing his kidney. (p.20)

Living with anorexia without knowing. (p.20)

Anorexia feeling like a living death. (p.20)

Rationalising keeping anorexia. (p.20)

Being deceitful to protect anorexia. (p.20)

Being gripped by anorexia. (p.21)

Feeling isolated with anorexia. (p.21)

Anorexia fighting him back. (p.21)

Family intervening to try and fight his anorexia. (p.21)

Asking for help from the eating disorder service. (p.21)

Being open and honest with the eating disorder service. (p.21)

Desperately pleading services to allow him to keep his male body. (p.22)
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Being unseen, unheard and dismissed by eating disorder services. (p.22)

Gender dysophia being dismissed by eating disorder services. (p.22)

Still trusting in services and wanting help. (p.22)

Desperately pleading to be a boy. (p.22)

Learning about weight loss rather than himself. (p.22)

Grieving the loss of himself. (p.22)

Clashing with his therapist. (p.23)

Being unheard by his therapist. (p.23)

Scales being in the way of treatment. (p.23)

Being divided into diagnoses that were not allowed to exist together. (p.23)

Living a life of referrals. (p.23)

Being gripped, trapped by anorexia while anorexia was free to roam. (p.23)

Left to a painful, unchanging daily routine. (p.23)

Anorexia going unchallenged in treatment. (p.24)

Just existing within the world. (p.24)

Feeling lonely, guilty and in pain. (p.24)

Anorexia being company and ‘becoming everything’. (p.24)
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Believing in clinicians. (p.25)

Trusting clinicians to know how to support him. (p.25)

Fearing weight restoration and the return of femaleness. (p.25)

Anorexia being his only hope to be the man he was. (p.26)

Giving himself over to clinicians. (p.26)

Trusting clinicians. (p.26)

Hoping clinicians would understand and know how to help. (p.26)

Being held back from becoming the man he is by anorexia. (p.26)

Existing within a diagnostic binary. (p.26)

Feeling bitter, angry and let down. (p.26)

Not being allowed to struggle in the way he did. (p.27)

Locating the blame. (p.27)

Blaming society and the eating disorder service. (p.27)

Antidepressants being pushed onto him. (p.28)

Distressed at being silenced. (p.28)

Feeling like just a ‘job’ to staff. (p.28)
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Being treated like a ticky box by staff. (p.28)

Eating disorder services’ focus on weight playing into anorexia’s hands. (p.28)

Staff trying their best within the limitations inherent to their roles within the service. (p.29)

Staff as doing what they are told. (p.29)

Weight gain in treatment for anorexia being a tick box for staff. (p.30)

Being reduced to what you ate. (p.30)

Feeling united with his fellow inpatients. (p.30)

Feeling disrespected by the superiority of staff. (p.31)

Us. Vs. them, patients vs. staff. (p.31)

Peers as keeping each other’s identities alive. (p.31)

Treatment feeling like being regulated. (p.31)

Allowing himself to feel resentful and angry. (p.31)

Feeling unheard by his therapist. (p.31)

Fearing the return of anorexia while not recognising its ongoing presence. (p.32)

Staft’s actions leaving him emotionally numb, empty. (p.32)

Failed by services. (p.32)

Horrific treatment in services. (p.32)
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Looking back on his relationships with his inpatient peers with a profound fondness. (p.32)

Feeling neglected in the inpatient unit, and sad and angry about this. (p.32)

Feeling a deep sadness for his peers. (p.32)

Deeply damaged by his therapist. (p.32)

Being harmed for being the first patient of a newly qualified and inexperienced therapist. (p.32)

Feeling angry with the therapist. (p.32)

His difficulties being trivialised by the therapist. (p.32)

Losing a part of himself. (p.32)

Disbelief at the actions of his therapist. (p.32)

His body reflecting the harm caused by services physiologically. (p.32)

Being reduced to a physical manifestation of the harm caused by services. (p.32)

Being failed by specialist eating disorders services, along with the peers that they remember so dearly. (p.36)

Anorexia was not seen or understood correctly by the service. (p.36)

Treatment feeling like being re-fed and then having the door closed on you. (p.36)

Feeling deeply relieved when clinicians finally recognised him as a whole and allowed his difficulties to coexist. (p.37)

Finding trust in new clinicians when they allowed him to ‘come together’. (p.37)
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Appendix O

Examples of Two Participants’ Initial Experiential Statement Clustering
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Appendix P

Example of Stages of PETS Clustering

&
&
¥
L

An Example of a
Participant’s
PETS Clustering.
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The Same
Participant’s
PETS Clustering
Following Some
Final Changes
After Revisiting
their Original
Transcript.

(A number of the
initial PETS
ended up being
collapsed
together).
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Appendix Q

Participants’ PETs Tables
‘Rachel’

PET Subtheme

Epistemic injustice going unheard. The silencing of experiential knowledge.
The privileging of misinformation held by professionals.
The systemic absence of understanding.
The gifts of dual experience of anorexia.
Locating responsibility. Being blamed for anorexia.
Providing care for peers.
Professionals evading responsibility.
Assuming clinical responsibility.
Being left to anorexia. Fearing anorexia.
The absence of support feeding anorexia.
The lure of anorexia.
Abandonment and hopelessness.
The polarity of professionals. Being punished.
Being dehumanised.
Them vs. us: a power struggle.
Losing trust.
Feeling fortunate for incredible professionals.

‘Serena’

PET Subtheme

A constant, ongoing battle. The exhaustion of the internal warzone.
Battling professionals.
Feeling ill-equipped to fight anorexia.
Witnessing the battles of others.

Being abandoned to anorexia. Dying for anorexia.
Becoming lost between systems.
The painful legacy of abandonment.
Hopelessness.

Earning care. Failing at anorexia: unworthy of care.
Anger at the withholding of care.
Accepting punishment.

Being dehumanised. Reduced to a number.
Being stripped down to a physical body.
Being unseen and unheard.
Being neglected.

Seeing the system. Seeing the systemic barriers.
Witnessing the system failing others with anorexia.
The insight of dual experience.
Holding hope.
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‘Samantha’

PET

Subtheme

Becoming lost.

Locating responsibility.

The trials and strengths of dual experience.

Being lucky.

Being dehumanised.

Falling into ‘diagnostic margins’.
Becoming lost in the gaps between services.
Being abandoned to anorexia.

Acceptance of a life lost to anorexia.
Internalising blame.

A ‘hot potato’: avoided by professionals.
Assuming responsibility for giving others hope.
Seeing systemic failures.

Being feared.

Being penalised.

A new, strengthened skillset.

A protected recovery.

The luck of encountering a good therapist.
The pure chance of having evaded death.
‘Falling into’ dual experience.

Being just a number.

Being punished.

Being silenced.

The withholding of care.
‘Louise’
PET Subtheme

Falling into the gaps between services.

Being left to anorexia.

The worthiness of weight.

Professionals’ thefts.

The strength of dual experience.

Conflicting messages: CAMHS vs. Adult services.
No longer mattering.

Feeling hopeless.

Permission to disappear.

Getting to keep anorexia.

An ongoing self-treatment.

The anger of being abandoned to anorexia.
Having strength and resilience.

Being stripped down to a number.
Internalising the value of being a low weight.
Learning that weight loss earns care.

Stolen and manipulated narratives.

A stolen chance at recovery.

Holding hope for the NHS.

The insight of dual experience.
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‘Sarah’
PET Subtheme
Feeling lucky. The privilege of paying for care.

The chance of a great therapist.
The luck of survival.
Being abandoned to anorexia. The systemic nourishment of anorexia.
Permission to disappear.
The lure of anorexia.
Suffocated and lifeless.
The right time for ending treatment. Fear of repercussions: the decision to close the door to
treatment.
Feeling the remission of anorexia.
Ruptures in a strong therapeutic relationship.
Being stuck in the gaps between treatment Systemically closed doors.
systems.
Being too well to access care.
Not having ‘the right” anorexia.
Systemically imposed shame.
The offerings of dual experience. Seeing the systemic barriers: de-internalising shame.
Avoiding assumptions of sameness.
Genuineness: Being with clients

‘Kevin’

PET Subtheme

Being reduced to femaleness by the system. Reduced to a weight.
Reduced to a ticky-box.
Reduced to a rash.
Reduced to a label.
Being abandoned to anorexia. Services feeding anorexia.
The closed doors of treatment.
Resignation to a painful existence.
Grieving lost years.
Identity: Being seen and heard. The gifts of anorexia.
Stolen through treatment: a denied existence.
Protected by peers.
A change of luck: a great professional.
A journey of trust. Entrusting professionals with his experiences.
Losing trust in the gaps between services.
Dual experience: entrusted by others.
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‘Rose’

PET

Subtheme

Ever waiting in the company of anorexia.

Sudden departures, sudden losses.

Harmful ‘helpers’.

The insight offered by dual experience.

Abandoned to anorexia.

The lure of anorexia.

A deteriorating hope.

Becoming lost.

The farce of therapists’ departures.
Grieving lost relationships.

Unceremonious eviction to the ‘real world’.
Preparing for relapse.

Systemic betrayals.

Being infantilised.

Being unseen and unheard.

The need to self-protect from professionals.
Gaps in professional knowledge.

The gift of retrospective sense-making.
Seeing systemic barriers.

The assimilation of knowledges: a gap filled.

‘Amy9
PET Subtheme
Being trapped. Performing compliance.

Being deconstructed.

Being unwelcome.

Encountering distance.

‘Screaming and shouting’ to be heard.
Desperately chasing a normal life: the price of escape.
Being trapped in anorexia.

Recovery being an empty promise.

Autonomy being stolen.

Becoming powerless within the treatment system.
Grieving a ‘fizzling’ identity.

Being a larger body.

Dying for anorexia.

Not being unwell enough.

Being too unwell.

Being too much.

Systemic racism.

Cold and distant professionals.

Being far from home.

The gift of distance: a professional lens.
Professional vs. experiential knowledges.
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Appendix R

Recurrence of Themes Table

Themes Participants
GETS Subthemes ‘Rachel’ ‘Serena’ ‘Samantha’ ‘Louise’ ‘Sarah’ ‘Kevin’ ‘Rose’ ‘Amy’
Systemic “Too sick, not sick enough”: Falling
X X X X X X
Barriers: into diagnostic margins.
Becoming “You’re no longer with us”’: Being
X X X X X
Lost lost in the gaps between services.
The Systemic | “It was very much about weight.
Feeding of Which of course, anorexia wants it to X X X X X X X X
Anorexia be”: Being reduced to a number.
“Just left... to fend for ourselves”:
X X X X X X X X
Being abandoned to anorexia.
“Have you “Screaming, shouting” to be heard:
any idea...? The silencing of experiential X X X X X X X X
The damage | knowledge.
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that you've
caused?”:
Being hurt by

the helpers

“I don’t have a single choice in the

world”: Powerlessness.

“The Neglect”: Being met with a
lack of compassion and

understanding.

“Had the wind just been blown in the

other direction...”: Being lucky.

“Dual
identity... A
privilege and
an honour”:
The Gifts of
Dual
Experience of

Anorexia

“Professionally, the sense that |
make of that is...”: Consulting a

professional lens.

“I can see...”: Seeing the system.

“On the other side”: A new

knowledge.
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