APPENDICES
Appendix A. Search syntax used in the systematic search of electronic databases

	Terms relating to Anorexia Nervosa
Eating disorders
Anorexia Nervosa
	
Eating disorder*
Anorexi*; Atypical Anorexi*

	Terms relating to phenomenology
Phenomena
Experience
Cognitions
Emotions
Being
Living with
Feeling
	
Phenomen*
Experience*
Cognition*
Emotion*
Being
Lived; Living
Feeling*

	Terms relating to qualitative research
Qualitative research
Grounded theory 
Ethnography
Ethnomethodology
Hermeneutic
Content analysis
Focus Group
Thematic analysis 
Discourse analysis 
	
Qualitative and qualitative stud*
Grounded theor* and grounded stud*
Ethnograph*
Ethnomethodolog*
Hermeneutic
Content analysis
Focus group*
Thematic* and theme*
Discourse analysis


Appendix B. Studies included in the meta-synthesis
	Author, Year, Country
	Title
	Aim
	Recruitment setting
	Participant demographic characteristics; sample size (n)
	Qualitative methods

	1. Arkell and Robinson, 2008, UK (Arkell & Robinson, 2008)


	A pilot case-series using quantitative and qualitative methods: biological, psychological and social outcome in severe and enduring eating disorder

	To explore the level of disability and quality of life in participants with severe and enduring eating disorder (anorexia nervosa)
	Specialist eating disorders unit, North London
	Individuals with SE-AN; 10 females, 1 male, Mean age 37.7 (SD 8); 11
	Self-report survey and unstructured writing task; 

	2. Bates, 2015, Worldwide (Bates, 2015)


	“I am a waste of breath, of space, of time”: Metaphors of self in a pro-anorexia group
	To examine how individuals identifying as anorexic view and present the self
	Online
	Individuals self-reporting anorexia nervosa; 757
	Content analysis;
Metaphor identification procedure

	3. Blackburn et al., 2020, Ireland (Blackburn et al., 2020)


	Becoming needless: A psychoanalytically informed qualitative study exploring the interpersonal and intrapsychic experiences of longstanding anorexia nervosa
	To explore the interpersonal and intrapsychic experiences of individuals living with longstanding anorexia and considered how such experiences might influence barriers to recovery
	Online advertisement through national eating disorder charity
	Females aged 22-44, formally diagnosed with AN; 6
	Psychoanalytically-informed;
Qualitative content analysis

	4. Broomfield, Rhodes & Touyz, 2021, Australia (Broomfield et al., 2021)

	How and why does the disease progress? A qualitative investigation of the transition into long-standing AN

	To track processes that occur as the AN illness progresses
	Social media and clinician networks
	Females over aged 18 with current or former DSM-5 AN diagnosis; 11

	Narrative inquiry; Photovoice method & interview

	5. Button & Warren, 2001, UK (Button & Warren, 2001)


	Living with anorexia nervosa: the experience of a cohort of sufferers of anorexia nervosa 7.5 years after initial presentation to a specialised eating disorders service
	To further understand how sufferers of AN view the disorder, how it affects their lives and how they experience treatment and help.
	Specialist ED service
	Individuals diagnosed with AN 7 years prior, mean age 27.9; 36
	Semi-structured interview;

	6. Chan & Ma, 2003, HK (Chan & Ma, 2003)


	Anorexic body: a qualitative study 
	To explore the anorexia nervosa (AN) patient's subjective experience in family therapy by employing a qualitative inquiry
	Home of individual
	Female individual aged 25, AN patient; 1
	Video & writing task;

	7. Conti, 2016, Australia (Conti, 2016)


	“I don’t think anorexia is the way out”: Reconstruction of meaning in women’s narratives of anorexia nervosa over 10 years
	To explore how nine women responded over 10 years to the realities of their lived experience, how they ascribe meaning to their experiences and negotiate their identities within the illness.
	Advertisement on news story
	Females aged 21- 44 self-identified  AN; 9
	Critical discursive analysis

	8. Cooper et al., 2007, UK (Cooper et al., 2007)


	The experience of ‘feeling fat’ in women with anorexia nervosa, dieting and non-dieting women: an exploratory study
	To provide a preliminary, systematic exploration of some features associated with the experience of ‘feeling fat.’ 
	Community advertising & clinician networks
	Females with AN, Mean age 29.6
(dieting females and non-dieting females were excluded from our analysis); 16
	Semi-structured interview;
Coding/exploratory study

	9. Cruzat-Mandich, 2017, Chilé (Cruzat‐mandich et al., 2017)


	From eating identity to authentic selfhood: identity transformation in eating disorder sufferers following psychotherapy
	To explore the development of the identity configuration process of Chilean female patients with an eating disorder (ED) following successful psychotherapeutic treatment
	Eating disorder service
	Females in treatment for AN or BN; 20
	Semi-structured interview; Grounded theory approach

	10. Dahlborg Lyckhage et al., 2015, Sweden (Dahlborg Lyckhage et al., 2015)


	Young women with anorexia nervosa: writing oneself back into life
	To describe how young women living with self-identified anorexia narrate about their lives by blogging.
	Internet
	Female bloggers self-identifying as having AN; 13
	Internet blog analysis; Qualitative Content Analysis

	11. Espeset et al., 2012, Norway (Espeset et al., 2012a)



	Fluctuations of Body Images in Anorexia Nervosa: Patients' Perception of Contextual Triggers
	To explore which everyday contexts that patients with AN themselves associate with fluctuations in body image
	Four clinical institutions specialising in ED or general psychiatry
	Women aged 20-35 diagnosed with AN; 32 
	Semi-structured interview; Grounded theory methodology

	12. Espeset et al., 2012, Norway (Espeset et al., 2012b)


	The link between negative emotions and eating disorder behaviour in patients with anorexia nervosa 
	To explore how patients with AN manage the aversive emotions sadness, anger, fear and disgust, and how they link these experiences to their eating disorder behaviours.
	Specialist eating disorders service 
	Individuals diagnosed with AN, aged 20-39 (M 29.1); 14
	Semi-structured interview; Grounded theory methodology

	13. Faija et al., 2017, UK (Faija et al., 2017)


	The role of pride in women with anorexia nervosa: a grounded theory study
	Explore experiences of and reflections of pride in women with a current or past diagnosis of AN.
	Specialist eating disorders unit; and a self-help organisation
	Females 18-61 (M 29.67) diagnosed with AN; 21
	Semi-structured interview; Constructivist Grounded Theory

	14. Freedman et al., 2006, Canada (Freedman et al., 2006)


	Understanding anorexia nervosa through analysis of thematic content of letters in an adolescent sample
	Aims to understand how adolescents relate to their illness
	Inpatients and outpatients at BC Children’s Hospital
	Mean age 16.7; 27
	Letter writing task; Grounded theory methodology

	15. Fox, 2009, UK (J. R. E. Fox, 2009)



	A qualitative exploration of the perception of emotions in anorexia nervosa: a basic emotion and developmental perspective
	To provide a rich and thorough account of emotions within anorexia nervosa.
	Regional eating disorders service in UK – inpatients and outpatients 
	Females aged 18-51; 11
	Semi-structured interview; Grounded theory methodology

	16. Fox & Diab, 2015, UK (J. R. Fox & Diab, 2015)





	An exploration of the perceptions and experiences of living with chronic anorexia nervosa while an inpatient on an eating disorders unit: an interpretative phenomenological analysis (IPA) study
	To explore the perceptions and experiences of individuals living with chronic AN.
	Specialist eating disorders unit (inpatient)
	Individuals diagnosed with AN, aged 19-50 (M27); 6
	Semi-structured interview;
Interpretive Phenomenological Analysis 

	17. Fox, Larkin & Leung, 2011, UK (A. P. Fox et al., 2011)


	The personal meaning of eating disorder symptoms: an interpretive phenomenological analysis 
	To explore the personal meaning of eating difficulties
	BEAT (UK charity) advertisements
	Females aged 18-30; 8
	Semi-structured interview; Interpretive Phenomenological Analysis 

	18. Godier and Park, 2015, UK (Godier & Park, 2015)


	Does compulsive behaviour in anorexia nervosa resemble an addiction? 
	To investigate to parallels between AN and addiction in terms of compulsive behaviour/compulsivity
	Email, internet and poster advertisement (incl BEAT UK)
	39 female, 1 male; self-reported AN, mean age 28; 40

	Self-report survey and interview; Thematic Analysis 

	19. Gooldin, 2008, Israel (Gooldin, 2008)


	Being anorexic: hunger, subjectivity, and embodied morality 
	To provide an anthropological exploration of anorexia from within; that is, as a situated embodied knowledge of anorexic women anchored in concrete lived experiences.
	Outpatient eating disorders unit at children’s hospital
	Females; 7
	Ethnography

	20. Granek, 2007, Canada (Granek, 2007)


	‘You’re a whole lot of person’ – Understanding the Journey through Anorexia to Recovery: A Qualitative Study
	To examine the subjective experience of anorexia nervosa
	Community word-of mouth and flyer advertising
	Females who had experienced AN for at least 1 year, aged 25-30 years old; 5
	Open-ended interviews; Grounded theory methodology

	21. Hannon et al., 2017, UK (Hannon et al., 2017)


	The patient experience of illness, treatment, and change, during intensive community treatment for severe anorexia nervosa 
	To explore experiences of intensive community treatment, illness and change among patients with severe anorexia nervosa (sAN), particularly seeking to understand the processes involved in change and inability to change.
	Individuals in intensive outpatient treatment 
	Females with severe AN aged 23-39; 5
	Semi-structured interview; Interpretive Phenomenological Analysis 

	22. Higbed & Fox, 2010, UK (Higbed & Fox, 2010)

	Illness perceptions in anorexia nervosa: a qualitative investigation
	Explore illness perceptions of people actually suffering with AN, as this can impact coping and treatment outcomes
	Inpatients and outpatients at specialist ED unit north of England
	Individuals diagnosed with AN aged 16-53 (M26); 13
	Semi-structured interview; Constructivist Grounded Theory 

	23. Hope et al., 2011, UK (Hope et al., 2011)


	Anorexia nervosa and the language of authenticity 
	To investigate patients experiences of and attitudes towards AN and to explore specific areas relevant to decision making and competence.
	4 specialist ED services across England
	? Aged 15-26; 29
	Semi-structured interview; Grounded Theory Analysis 

	24. Konstantellou et al., 2019, UK (Konstantellou et al., 2019)


	The experience of intolerance of uncertainty for young people with a restrictive eating disorder: a pilot study
	To advance our understanding of the relationship between IU and restrictive EDs by providing insight into young people’s subjective experiences of uncertainty.
	Specialist eating disorder service
	Young people aged 12-18; 13
	Focus groups; Interpretative Phenomenological Analysis 

	25. Koruth et al., 2012, UK (Koruth et al., 2012)

	A grounded theory exploration of the onset of anorexia in adolescence 
	Explore individuals’ point of view of the early stages of their anorexia.
	Inpatients and outpatients CAMHS
	Young people ages 13-17, 7 females and 1 male; 8
	Semi-structured interview; Grounded Theory Methodology 

	26. Kyriacou et al., 2009, UK (Kyriacou et al., 2009)


	Comparing view of patients, parents and clinicians on emotions in anorexia: a qualitative study
	To explore the most salient issues pertaining to emotions and social cognitions in AN.
	Patients diagnosed with AN; their clinicians and carers
	Individuals diagnosed with AN (check), mean age 26.8; 6
	Focus groups; Thematic Analysis 

	27. Lavis, 2018, UK (Lavis, 2018)


	Not eating or tasting other ways to live: a qualitative analysis of living through and desiring to maintain anorexia 

	To explore what anorexia does for and to an individual, from their own perspective. To ‘explore the experiences of eating disorders beyond the lens of emaciation.’
	Specialist eating disorders unit and online advertising.
	Not reported; 60
	Iterative Thematic Analysis 

	28. Leppanen et al., 2021, UK (Leppanen et al., 2021)

	Critical incidents in Anorexia Nervosa: perspectives of those with a lived experience

	To shed light on both positive and difficult emotional experiences in AN by retrospectively exploring critical life events identified by those with a lived experience of AN in the acute phase of the illness.

	Flyer advertising on university campus
	All genders aged 16 and over with current or past AN; 34
	Critical Incident Technique questionnaire

	29. Major et al., 2019, UK (Major et al., 2019)


	The experience of feeling fat for women with anorexia nervosa: an interpretive phenomenological analysis 
	To explore participants experience of ‘feeling fat’ and its implications for clinical treatment
	NHS
	Females aged 18-50; 7
	Semi-structured interview; Interpretive Phenomenological Analysis 

	30. Malson, 1999, UK (Malson, 1999)


	Womæn under erasure: anorexic bodies in postmodern context
	To explicate the discourses and discursive resources deployed in constructions of `anorexia',`femininity' and embodied subjectivity
	NHS and self-nomination
	Females, diagnosed and self-diagnosed with AN; 23
	Semi-structured interview; Discourse analysis 

	31. Marzola et al., 2015, Italy (Marzola et al., 2015)


	A qualitative investigation into anorexia nervosa: the inner perspective 
	Explore the meaning patients attribute to their AN.
	Day hospital
	Females diagnosed with AN; 34
	Letter-writing task; Thematic Coding

	32. Mulkerrin et al., 2016, UK (Mulkerrin et al., 2016)


	How well does anorexia nervosa fit with personal values? An exploratory study
	To explore personal values among individuals with AN, with a particular focus on the ‘fit’ between participants values and their AN.
	Two London-based ED services 
	Females aged 20-40; 8
	Semi-structured interview; Interpretive Phenomenological Analysis 

	33. Nordbo, 2006, Norway (Nordbø et al., 2006)


	The meaning of self-starvation: qualitative study of patients’ perceptions of anorexia nervosa 
	To systematically explore the meaning that patients with AN attribute to their anorectic behaviour.
	Clinician networks
	Females in treatment for anorexia nervosa, aged 20-34 (M 25.5); 18
	Phenomenological Analysis

	34. O’Connell, 2018, Australia (J. E. O’Connell et al., 2018)


	Delusion-like beliefs in anorexia nervosa: an interpretative phenomenological analysis 
	To qualitatively explore beliefs held by AN patients and the consequences of holding such beliefs.
	Inpatients diagnosed with AN
	Female aged 19-31; 5
	Semi-structured interview; Interpretive Phenomenological Analysis 

	35. O’Connell, 2021, UK (O’Connell, 2021)

	Being and doing anorexia nervosa: An autoethnography of diagnostic identity and performance of illness

	To narrate and analyse the author’s experience of and relationship with her anorexia nervosa and the constructions of it she encountered
	Self
	Female, recovered from AN; 1
	Autoethnography

	36. O’Shaughnessy et al., 2013, UK (O’Shaughnessy et al., 2013)


	A narrative study of the lives of women who experience anorexia nervosa 
	To explore the subjective experiences of women over the age of 20 diagnosed with anorexia.
	Individuals receiving treatment at a local eating disorders service.
	Females aged 21-35; 4
	Semi-structured interview; Narrative Analysis 

	37. Petersson, Gullbing and Perseius, 2021, Sweden (Petersson et al., 2021)

	Just like fireworks in my brain – a Swedish interview study on experiences of emotions in female patients with eating disorders
	To explore the experiences of emotions as narrated by women with eating disorders at an out-patient clinic in Sweden
	Outpatient ED clinic in Southern Sweden
	Females aged 18-51; 7 with AN (9 total participants)
	Thematic analysis; Semi-structured interview 

	38. Rance et al., 2016, UK (Rance et al., 2017)


	The anorexia nervosa experience: shame, solitude and salvation
	To understand the lived experience of AN/its everyday phenomenology.
	BEAT UK advertisement & NHS regional counselling services 
	Female aged 18-50; 12
	Semi-structured interview; Thematic Analysis 

	39. Rich, 2006, UK (Rich, 2006)


	Anorexic dis(connection): managing anorexia as an illness and an identity 
	To examine how young women make sense of the various social constructions of EDs at an everyday level
	Residential treatment centre
	Female; 7
	Semi-structured interview; Ethnography

	40. Robinson, 2015, UK (Robinson et al., 2015)


	Severe and Enduring Anorexia Nervosa (SEED-AN): A qualitative study of patients with 20+ years of anorexia nervosa
	To investigate how patients with long term eating disorders manage their clinical problems
	Specialist eating disorders service
	Individuals who had suffered from AN for 20-40 years; 8 
	Semi-structured interview; Thematic analysis

	41. Ross & Green, 2010, UK (Ross & Green, 2011) 

	Inside the experience of anorexia nervosa: a narrative thematic analysis 
	To understand the experience of two women with chronic anorexia, and how they experience inpatient treatment
	Specialist eating disorder service; outpatients (former inpatients)
	Females over 18; 2
	Thematic Analysis 

	42. Serpell et al., 1999, UK (Serpell et al., 1999)

	Anorexia nervosa: friend or foe? 
	To examine anorexics’ attitudes towards AN.
	Specialist eating disorder unit (unsure whether in/outpatient)
	Median age 24.1; 18
	Grounded Theory Methodology/Coding

	43. Skårderud, 2007a, Norway (Skårderud, 2007a)


	Eating one’s words, part I: ‘concretised metaphors’ and reflective function in anorexia nervosa—an interview study
	To understand the body’s symbolic role—embodiment in AN.
	Outpatients in private practice 
	Female aged 16-35; 10
	Semi-structured interview; metaphor analysis

	44. Skårderud, 2007b, Norway (Skårderud, 2007b)


	Shame and pride in anorexia nervosa: a qualitative descriptive study
	To define shame and describe types and subtypes of shame and their relations to symptoms and meaning in anorexia nervosa. The study will also describe the possible role of pride, as a contrasting emotional and cognitive experience.
	Outpatients in private practice 
	Female aged 16-39; 13
	Semi-structured interview; coding analysis

	45. Sternheim et al., 2011, UK (Sternheim et al., 2011)


	What does uncertainty mean to women with anorexia nervosa? An interpretative phenomenological analysis 
	To explore the construct of intolerance of uncertainty in patients with anorexia nervosa through focus groups.

	Inpatient, rehabilitation and day-patient eating disorders services 
	Female aged 15-46; 9
	Interpretive Phenomenological Analysis 

	
46. Stockford, 2018, UK (Stockford, 2018) 


	
Severe and enduring anorexia nervosa: the personal meaning of symptoms and treatment 
	
Explore the experience of individuals suffering from the severe and enduring form of AN
	
Specialist eating disorder service (in/outpatients)
	
Female aged 33-48 (M 36); 6
	
Semi-structured interview; Interpretive Phenomenological Analysis 

	47. Surgenor et al., 2003, NZ (Surgenor et al., 2003)


	‘‘Knowing One’s Self’’ Anorexic: Implications for
Therapeutic Practice
	To explore how individuals with AN experience the ‘self’ within their condition
	Inpatients and outpatient at specialised ED service 
	Female, diagnosed with AN, age unreported; 7
	Focus groups; Deconstructive approach

	48. Tan, Hope and Stewart, 2003, UK (Tan et al., 2003)


	Anorexia nervosa and personal identity: The accounts of patients and their parents
	To attempt to understand the effects of having anorexia nervosa on the sense of personal identity of patients, particularly young women who may not have completed the developmental task of identity formation prior to developing the disorder.  
	Unreported
	Female, aged 13-22; 10
	Self-report instrument and semi-structured interview

	49. Tierney & Fox, 2010, UK (Tierney & Fox, 2010)

	Living with the ‘anorexic voice’: a thematic analysis 
	To establish the perspectives of those with anorexia who identified with the concept of living with an anorexic voice.
	Advertisement by three self-help organisations
	Mean age 22.1 (SD 6.1); 21
	Thematic Analysis 

	50. Tozzi et al., 2003, NZ (Tozzi et al., 2003)


	Causes and Recovery in Anorexia Nervosa:
The Patient’s Perspective
	To assess the subjective experience of women who had a past or current diagnosis of AN.
	Former patients of specialised ED service in Christchurch
	Female, history of AN, mean age 32.3; 70
	Semi-structured interview

	51. Williams et al., 2016, UK (K. Williams et al., 2016)


	Sense of self and anorexia nervosa: a grounded theory 
	To explore the nature of the relationship between the self and the eating disorder in individuals with a lifetime history of AN.
	2 NHS outpatient eating disorder services & charity advertisements e.g., BEAT UK
	Female aged 18-60; 11
	Semi-structured interview; Constructivist Grounded Theory Methodology

	52. Williams & Reid, 2010, Worldwide (S. Williams & Reid, 2010)


	Understanding the experience of ambivalence in anorexia nervosa: the maintainer’s perspective 
	To investigate the experiences and understandings of those who wish to maintain their anorexia and how these understandings may affect their treatment experience.
	Online ‘pro-ana’ websites 
	Individuals aged 18-36; 13
	Online focus groups and email interviews; Interpretive Phenomenological Analysis 

	53. Williams & Reid, 2012, Worldwide (S. Williams & Reid, 2012)

	“It’s like there are two people in my head:” a phenomenological exploration of anorexia nervosa and its relationship to the self
	To explore the lived experience of AN from the perspective of those who use pro-recovery websites for eating disorders.
	Online ‘pro-recovery’ websites 
	Individuals aged 21-50 (M 27); 14 
	Email interview; Interpretive Phenomenological Analysis 
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Appendix C. CASP quality assessment – included studies
	STUDY No.
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	11
	12
	13
	14
	15
	16
	17
	18
	19
	20
	21
	22
	23
	24
	25
	26

	1. Clear statement of aims?
	3
	3
	3
	3
	3
	2
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	2
	2
	3
	3
	3
	3
	3
	3

	2. Appropriate
methodology?
	3
	2
	3
	3
	3
	3
	3
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3

	3. Appropriate research design?
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3

	4. Appropriate recruitment strategy?
	3
	3
	3
	3
	3
	1
	1
	3
	3
	3
	3
	3
	3
	3
	3
	2
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3

	5. Appropriate data collection?
	3
	3
	3
	3
	3
	2
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3

	6. Relationship between researcher and participants considered?
	1
	2
	3
	2
	1
	3
	1
	1
	3
	2
	2
	1
	2
	1
	3
	1
	1
	2
	2
	1
	3
	3
	1
	1
	1
	2

	7. Ethical issues considered?
	2
	3
	1
	3
	1
	3
	1
	2
	3
	3
	2
	2
	2
	1
	2
	1
	1
	1
	3
	2
	3
	1
	1
	1
	1
	3

	8. Rigorous data analysis?  
	3
	3
	2
	3
	2
	1
	2
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3

	9. Clear statement of findings?
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3

	10. How valuable is the research?  
	3
	2
	3
	3
	2
	2
	3
	2
	2
	2
	2
	2
	2
	3
	2
	2
	3
	3
	3
	3
	3
	3
	3
	3
	2
	2

	Total
	27
	27
	27
	29
	24
	23
	21
	25
	29
	28
	26
	26
	27
	26
	28
	24
	26
	27
	28
	24
	30
	28
	26
	26
	25
	28



	STUDY No.
	27
	28
	29
	30
	31
	32
	33
	34
	35
	36
	37
	38
	39
	40
	41
	42
	43
	44
	45
	46
	47
	48
	49
	50
	51
	52
	53

	1. Clear statement of aims?
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3
	3
	1
	1
	3
	3
	3
	3
	1

	2. Appropriate
methodology?
	3
	3
	3
	3
	2
	3
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3

	3. Appropriate research design?
	3
	3
	3
	3
	2
	2
	3
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3
	2
	2
	3
	2
	3
	3
	3
	3
	3
	3

	4. Appropriate recruitment strategy?
	3
	3
	3
	2
	1
	3
	3
	2
	3
	2
	3
	3
	3
	3
	3
	1
	2
	1
	2
	3
	3
	2
	3
	3
	2
	3
	3

	5. Appropriate data collection?
	3
	3
	3
	1
	1
	3
	3
	3
	3
	3
	2
	3
	3
	3
	3
	2
	3
	3
	3
	3
	2
	3
	3
	3
	2
	3
	1

	6. Relationship between researcher and participants considered?
	1
	1
	1
	1
	1
	1
	1
	2
	3
	1
	3
	2
	2
	1
	3
	1
	2
	3
	1
	3
	1
	1
	2
	1
	3
	1
	3

	7. Ethical issues considered?
	1
	3
	3
	1
	2
	3
	1
	3
	2
	1
	1
	3
	1
	1
	3
	1
	2
	3
	2
	1
	1
	1
	3
	3
	3
	1
	1

	8. Rigorous data analysis?  
	3
	3
	3
	1
	1
	3
	3
	3
	3
	2
	3
	3
	3
	3
	1
	2
	2
	3
	3
	3
	2
	1
	3
	3
	2
	3
	3

	9. Clear statement of findings?
	3
	3
	3
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	3
	2
	2
	2
	3
	3
	2
	2
	3
	2
	3
	3
	3

	10. How valuable is the research?  
	3
	3
	3
	1
	2
	3
	3
	3
	3
	3
	3
	3
	3
	3
	1
	2
	1
	3
	3
	3
	2
	3
	3
	3
	3
	3
	2

	Total
	26
	28
	28
	18
	20
	27
	26
	28
	29
	23
	26
	29
	26
	26
	26
	20
	27
	26
	25
	28
	19
	20
	28
	27
	28
	26
	29







Appendix D. Identified references by third-order construct and sub-theme
	Third-order construct
	Sub-themes
	Studies

	Emotion as overwhelming

82
	Anger (5)


Loneliness/isolation (12)



Sadness (16)




Fear (26)







Shame (7)


Hopelessness (6)




Difficulty understanding or identifying emotions (10)
	(Cooper et al., 2007; Espeset et al., 2012b; J. R. E. Fox, 2009; Marzola et al., 2015; Ross & Green, 2011)

(Arkell & Robinson, 2008; J. R. Fox & Diab, 2015; Freedman et al., 2006; Hannon et al., 2017; Koruth et al., 2012; Leppanen et al., 2021; Marzola et al., 2015; O’Shaughnessy et al., 2013; Rance et al., 2017; Rich, 2006; Robinson et al., 2015; Ross & Green, 2011)

(Button & Warren, 2001; Cooper et al., 2007; Dahlborg Lyckhage et al., 2015; Espeset et al., 2012a, 2012b; J. R. E. Fox, 2009; Freedman et al., 2006; Hannon et al., 2017; Koruth et al., 2012; Lavis, 2018; Petersson et al., 2021; Robinson et al., 2015; Serpell et al., 1999; Skårderud, 2007b, 2007a; S. Williams & Reid, 2010)

(Arkell & Robinson, 2008; Blackburn et al., 2020; Broomfield et al., 2021; Chan & Ma, 2003; Dahlborg Lyckhage et al., 2015; Espeset et al., 2012a; J. R. Fox & Diab, 2015; J. R. E. Fox, 2009; Godier & Park, 2015; Higbed & Fox, 2010; Hope et al., 2011; Konstantellou et al., 2019; Koruth et al., 2012; Lavis, 2018; Malson, 1999; Marzola et al., 2015; J. E. O’Connell et al., 2018; O’Shaughnessy et al., 2013; Petersson et al., 2021; Ross & Green, 2011; Skårderud, 2007a; Sternheim et al., 2011; Stockford, 2018; K. Williams et al., 2016; S. Williams & Reid, 2010)

(Conti, 2016; Espeset et al., 2012a; Koruth et al., 2012; Marzola et al., 2015; Petersson et al., 2021; Rance et al., 2017; Skårderud, 2007b)

(Arkell & Robinson, 2008; J. R. Fox & Diab, 2015; Hannon et al., 2017; Higbed & Fox, 2010; Rich, 2006; Stockford, 2018)

(Broomfield et al., 2021; Cooper et al., 2007; Cruzat‐mandich et al., 2017; Espeset et al., 2012a; J. R. E. Fox, 2009; Koruth et al., 2012; Kyriacou et al., 2009; Major et al., 2019; O’Shaughnessy et al., 2013; Petersson et al., 2021)


	Identity

79
	Lost sense of self (11)



Role/intertwined
(19)




Achievement/
strength (22)




Perfect/pride (12)




Low self-efficacy/esteem (15)

	(Broomfield et al., 2021; Conti, 2016; Higbed & Fox, 2010; Hope et al., 2011; Leppanen et al., 2021; L. O’Connell, 2021; Petersson et al., 2021; Rance et al., 2017; Ross & Green, 2011; Tan et al., 2003; K. Williams et al., 2016)

(Arkell & Robinson, 2008; Bates, 2015; Broomfield et al., 2021; Cruzat‐mandich et al., 2017; J. R. Fox & Diab, 2015; Higbed & Fox, 2010; Hope et al., 2011; Malson, 1999; Marzola et al., 2015; L. O’Connell, 2021; Rance et al., 2017; Rich, 2006; Robinson et al., 2015; Sternheim et al., 2011; Stockford, 2018; Tan et al., 2003; Tierney & Fox, 2010; K. Williams et al., 2016; S. Williams & Reid, 2010)

(Arkell & Robinson, 2008; Bates, 2015; Chan & Ma, 2003; Conti, 2016; Faija et al., 2017; A. P. Fox et al., 2011; Freedman et al., 2006; Gooldin, 2008; Granek, 2007; Hannon et al., 2017; Higbed & Fox, 2010; Malson, 1999; Marzola et al., 2015; Mulkerrin et al., 2016; Nordbø et al., 2006; Rich, 2006; Robinson et al., 2015; Skårderud, 2007b, 2007a; Tierney & Fox, 2010; Tozzi et al., 2003; S. Williams & Reid, 2010)

(Bates, 2015; Faija et al., 2017; Granek, 2007; Mulkerrin et al., 2016; L. O’Connell, 2021; Stockford, 2018; Surgenor et al., 2003; Tan et al., 2003; Tierney & Fox, 2010; Tozzi et al., 2003; S. Williams & Reid, 2010, 2012)

(Arkell & Robinson, 2008; Bates, 2015; Blackburn et al., 2020; Cooper et al., 2007; Dahlborg Lyckhage et al., 2015; Godier & Park, 2015; Major et al., 2019; Rance et al., 2017; Robinson et al., 2015; Skårderud, 2007b, 2007a; Sternheim et al., 2011; Stockford, 2018; Tierney & Fox, 2010; S. Williams & Reid, 2010)

	Tool
76
	Guardian/
protector (24)





Avoidance/
numbing (26)





Control (23)






Becoming needless/self-punishment (3)
	(Arkell & Robinson, 2008; Blackburn et al., 2020; Broomfield et al., 2021; Chan & Ma, 2003; Dahlborg Lyckhage et al., 2015; A. P. Fox et al., 2011; Freedman et al., 2006; Godier & Park, 2015; Hannon et al., 2017; Higbed & Fox, 2010; Hope et al., 2011; Konstantellou et al., 2019; Lavis, 2018; Marzola et al., 2015; Nordbø et al., 2006; J. E. O’Connell et al., 2018; Serpell et al., 1999; Skårderud, 2007a; Stockford, 2018; Surgenor et al., 2003; Tierney & Fox, 2010; K. Williams et al., 2016; S. Williams & Reid, 2010, 2012)

(Arkell & Robinson, 2008; Broomfield et al., 2021; Button & Warren, 2001; Dahlborg Lyckhage et al., 2015; Espeset et al., 2012b; A. P. Fox et al., 2011; J. R. Fox & Diab, 2015; J. R. E. Fox, 2009; Freedman et al., 2006; Godier & Park, 2015; Hannon et al., 2017; Higbed & Fox, 2010; Konstantellou et al., 2019; Kyriacou et al., 2009; Lavis, 2018; Marzola et al., 2015; Nordbø et al., 2006; Petersson et al., 2021; Robinson et al., 2015; Serpell et al., 1999; Skårderud, 2007a; Stockford, 2018; Surgenor et al., 2003; K. Williams et al., 2016; S. Williams & Reid, 2010, 2012)

(Arkell & Robinson, 2008; Broomfield et al., 2021; Button & Warren, 2001; Conti, 2016; Cruzat‐mandich et al., 2017; Dahlborg Lyckhage et al., 2015; Espeset et al., 2012b; J. R. Fox & Diab, 2015; Freedman et al., 2006; Godier & Park, 2015; Granek, 2007; Higbed & Fox, 2010; Konstantellou et al., 2019; Major et al., 2019; Marzola et al., 2015; Petersson et al., 2021; Serpell et al., 1999; Skårderud, 2007b, 2007a; Sternheim et al., 2011; Tozzi et al., 2003; S. Williams & Reid, 2010, 2012)

(Blackburn et al., 2020; Dahlborg Lyckhage et al., 2015; S. Williams & Reid, 2010)


	Conflict

30
	In control vs out of control (12)


Wish to maintain illness vs wish to recover (9)


Functional impairment (9)
	(Conti, 2016; Cruzat‐mandich et al., 2017; Dahlborg Lyckhage et al., 2015; A. P. Fox et al., 2011; J. R. Fox & Diab, 2015; Godier & Park, 2015; Lavis, 2018; Mulkerrin et al., 2016; Rance et al., 2017; Tierney & Fox, 2010; S. Williams & Reid, 2010, 2012)
(Cruzat‐mandich et al., 2017; A. P. Fox et al., 2011; J. R. Fox & Diab, 2015; Higbed & Fox, 2010; L. O’Connell, 2021; Surgenor et al., 2003; Tan et al., 2003; Tierney & Fox, 2010; S. Williams & Reid, 2010) 
(Arkell & Robinson, 2008; Blackburn et al., 2020; Button & Warren, 2001; A. P. Fox et al., 2011; Freedman et al., 2006; Godier & Park, 2015; Hope et al., 2011; Robinson et al., 2015; Stockford, 2018)

	Interpersonal communication
24
	Difficulty with interpersonal relationships (8)

Difficulty verbalising distress (10)




Need for social approval (6)
	(Arkell & Robinson, 2008; Blackburn et al., 2020; Espeset et al., 2012a; J. R. Fox & Diab, 2015; Koruth et al., 2012; Kyriacou et al., 2009; Leppanen et al., 2021; O’Shaughnessy et al., 2013)
(Cruzat‐mandich et al., 2017; Dahlborg Lyckhage et al., 2015; Espeset et al., 2012b; J. R. E. Fox, 2009; Koruth et al., 2012; Kyriacou et al., 2009; Marzola et al., 2015; Nordbø et al., 2006; Serpell et al., 1999; S. Williams & Reid, 2010)

(Espeset et al., 2012a; Faija et al., 2017; Freedman et al., 2006; Granek, 2007; O’Shaughnessy et al., 2013; Sternheim et al., 2011)

	Corporeality

20
	Disconnection from/incongruence with bodily reality (7)

Hunger experience (3)

Need to be ‘empty’ (3)

Need to disappear (7)
	(Bates, 2015; Cruzat‐mandich et al., 2017; Espeset et al., 2012a; Gooldin, 2008; Higbed & Fox, 2010; Malson, 1999; Rich, 2006)

(Gooldin, 2008; Rance et al., 2017; Skårderud, 2007b)

(Cooper et al., 2007; Espeset et al., 2012a; Skårderud, 2007a)

(Bates, 2015; Cooper et al., 2007; Cruzat‐mandich et al., 2017; Malson, 1999; Nordbø et al., 2006; Skårderud, 2007b; K. Williams et al., 2016)
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