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Abstract 

Background 

Inpatient treatment for Anorexia Nervosa (AN) can lead to both beneficial and adverse outcomes for 

people of all ages. Through building a better understanding of what constitutes positive and negative 

experiences of inpatient admissions from a patient’s perspective , we may be able to reduce the 

occurrence of adverse outcomes such as readmission and increased psychopathology. This paper 

reviews the positive and negative aspects of inpatient treatment for AN from the perspective of 

those who have experienced it. 

Method 

A systematic search identified 24 unique studies into patients’ qualitative experiences of inpatient 

treatment for AN.  

Findings 

Participants described feeling both reassured and trapped by a loss of control upon inpatient 

admission. Psychological support and a good therapeutic relationship with staff could help motivate 

participants towards recovery and help them to manage the more difficult aspects of inpatient 

treatment. Staff who treated patients as individuals and were neither overly punitive nor permissive 

in the enforcement of rules were valued. Peers could act as a valuable source of support in the 

absence of friends and family, but could also cause distress and increased drive towards AN 

behaviours. 

Conclusion 

Relationships with staff are critically important to the experience of inpatient treatment for AN. Staff 

treating people with the illness should have appropriate knowledge and expertise, such that they are 

able to carefully balance the enforcement of rules without being overly punitive and have an 

understanding and appreciation of each individual patient. The needs of patients in terms of contact 
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with the outside world, psychological support and mitigating potentially harmful effects of peers on 

the unit should be carefully considered.  

Keywords 

Anorexia Nervosa, Inpatient, Patient perspectives 

 

Plain English Summary 

People who are admitted to inpatient treatment for anorexia nervosa can have both good 

and bad experiences. By understanding what makes for a good experience we may be able to 

improve people’s chance of recovery from their eating disorder. This systematic review aims to 

investigate the good and bad aspects of inpatient treatment for anorexia nervosa from the 

perspective of the patient. Findings suggest that staff on the inpatient unit can have an importa nt 

role in patients’ experiences of inpatient treatment. Staff that are knowledgeable, caring, and value 

each patient as an individual were seen by patients as helpful in their treatment. Patients did not like 

being treated as a diagnosis or being forced to comply with rules that are not clearly explained to 

them. Staff could also be helpful in allowing patients to connect with the outside world and, where 

possible, to have some agency in their treatment.  
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Background 

Anorexia nervosa (AN) can lead to severe physical health consequences: due to 

complications associated with low body weight and high rates of suicide, this population has the 

highest mortality rates of any psychiatric illness (Arcelus et al., 2011, Anderson 2007). Inpatient 

treatment is often used to manage the risk of severe illness and death in those most unwell. This can 

be beneficial in helping patients to gain weight, thereby reducing the physical health risks associated 

with being very underweight (Meczekalski et al., 2013). The intensive nature of the inpatient 

environment may offer opportunities for recovery and may help patients to acknowledge their 

illness and become more accepting of treatment (Guarda et al., 2007). Conversely, negative 

experiences during inpatient treatment may reduce patients’ sense of self-efficacy, cause poorer 

mental wellbeing and lead to a long-term lack of trust in professionals (Gowers et al., 2000; Karlsson 

et al., 2021; Rich, 2006; Vandereycken & Vansteenkiste, 2009). Aspects of the inpatient 

environment, including rigid and inflexible rules and disengagement from the outside world, may 

also unwittingly perpetuate eating disorder psychopathology (Gowers et al., 2000; Treasure et al., 

2011). A better awareness of patient experiences of inpatient treatment may help to ameliorate 

some of the negative aspects of the treatment whilst maximising the potential for better treatment 

outcomes (Chew-Graham, 2018). 

In the UK and in many countries worldwide, inpatient treatment is reserved for those whose 

risk is deemed to be too great to manage in the community (National Institute for Health and Care 

Excellence, 2017; Shepperd et al., 2009). In some cases, admission to an inpatient unit may also be 

considered as a means of respite for carers, for continued assessment or for managing comorbidities 

(Royal College of Psychiatrists, 2012, 2014). UK guidelines for inpatient treatment of adults and 

young people with AN offer best practice advice, including the recommendation that patients be 

admitted to a specialist unit where staff are well-trained and prepared for the needs of patients with 

AN (Royal College of Psychiatrists, 2012, 2014, 2017). 
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Inpatient treatment can be effective in weight restoration, but this may not translate into 

reductions in AN symptomology (Goddard et al., 2013; Schlegl et al., 2014). Remission rates 

following inpatient treatment for AN are estimated at 30-50% over the long term (Fichter et al., 

2017; Löwe et al., 2001; Zipfel et al., 2000). Furthermore, readmission rates are high with estimates 

suggesting that 39% of adult patients are readmitted within a year of discharge (Murray et al., 2019; 

Steinhausen, 2002, Marzola et al., 2021). In adolescents, recovery rates following inpatient 

admission range from 33% making a full recovery after two years, to 67% after ten years (Gowers et 

al., 2007; Herpertz-Dahlmann et al., 2001). Readmission rates have been estimated at 44.8% over 

several years (Steinhausen et al., 2008). AN commonly starts during adolescence and the average 

duration is six years, meaning that many patients will experience treatment in both child and adult 

services (Morris & Twaddle, 2007; Treasure et al., 2005). This research covers people of all ages in 

recognition that many adult participants will also have experienced adolescent inpatient treatment. 

The cognitive interpersonal maintenance model of AN suggests that several factors involved 

in the perpetuation of the condition may be encouraged in an inpatient unit (Treasure et al., 2011, 

2020; Treasure & Schmidt, 2013). The structured and inflexible environment may fit well with a 

tendency for patients with AN to be rigid and detail-focussed in their thinking styles. This may be 

comforting for patients initially but could lead to increased difficulties upon discharge when needing 

to adapt to the changing demands of everyday life (Treasure et al., 2011). The model also posits that 

AN is both precipitated and maintained by interpersonal difficulties and isolation (see Figure 1). 

Being admitted to inpatient treatment may cause people to be disconnected from friends and 

family, thereby increasing isolation and entrenching eating disorder symptomology. The presence of 

peers on the ward may mitigate this by offering opportunities for connection, however, there is a 

danger that peers with AN may share pro-anorexia beliefs and behaviours (Allison et al., 2014; 

Vandereycken, 2011). 

 



ANOREXIA NERVOSA: EATING DIFFICULTIES IN SIBLINGS 11 

Figure 1 

A Model of Interpersonal Difficulties in People with AN (from the Cognitive Interpersonal 

Maintenance Model (Treasure & Schmidt, 2013)). 

 

 

Staff in the inpatient unit may be well placed to offer connection and compassion and 

influence motivation for recovery (Federici & Kaplan, 2008; Zaitsoff et al., 2016). They are also 

tasked with compelling patients to engage in treatment, often against their will, and need to 

carefully balance ethical principles, such as the patient’s right to autonomy, with a duty to protect 

them from their illness (Matusek & Wright, 2010). Staff need to have sufficient expertise in the 

treatment of AN to be able to respond appropriately to patients (Royal College of Psychiatrists, 

2012, 2014; Westwood & Kendal, 2012). Being overly critical or enabling of AN behaviours in 

patients may entrench the illness further; compassion, respect and understanding towards patients 
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is paramount (Royal College of Psychiatrists, 2017). The role of staff may be particularly important in 

adolescent units where they take on the role of caregiver for patients. In the UK, adolescents are less 

likely to be admitted to specialist inpatient units and therefore may have reduced access to 

appropriately trained professionals (Royal College of Psychiatrists, 2012). Other issues, such as low 

levels of staffing, the use of temporary or untrained staff and compassion fatigue, may also be 

evident in many inpatient settings, and could increase the challenge to clinicians in providing 

individualised and empathic support (Graham et al., 2019). Patients in such environments may find 

their views and emotions pathologised, which could be detrimental to their experience of inpatient 

treatment and their recovery. Where inpatient treatment is considered ethical and appropriate, 

thought should be given to this, with evidence suggesting that programmes that promote autonomy 

and choice where possible are preferable to more restrictive ones (Vandereycken & Vansteenkiste, 

2009). 

Aims and Research Question 

Inpatient treatment for people with AN is associated with both positive and negative 

consequences for patient health. Ensuring that inpatient admission has therapeutic benefit for 

patients is essential in avoiding unnecessary deprivations of liberty, multiple admissions and further 

entrenchment of AN psychopathology. Patient perspectives on what constitutes helpful and 

unhelpful inpatient treatment experiences are invaluable to improving outcomes. This review aims 

to explore qualitative research into patient experiences of inpatient treatment for AN and answer 

the following question: 

What are patients’ perspectives on the positive and negative aspects of inpatient treatment 

for AN? 

 

Method 
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Search Strategy 

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) (Page et 

al., 2021) was used to structure this systematic review, omitting some guidelines that are more 

appropriate for quantitative reviews.  

Specifically, the SPIDER tool was used (Cooke et al., 2012) to develop a search strategy as 

this may be preferrable to the PICO framework for qualitative reviews (Slevitch, 2011). Inclusion and 

exclusion criteria are detailed in Table 1. Papers that focussed on patient experiences of inpatient 

treatment for Anorexia Nervosa were included. Studies that focussed on specific interventions or 

aspects of inpatient treatment that are not widely experienced were excluded. Research that 

focussed on perspectives of recovery or discharge was also excluded. Studies on people of any age 

were included to gain perspectives from patients who had experienced multiple admissions in 

different units. Case studies were excluded from this review in line with PRISMA guidelines (Page et 

al., 2021). To ensure academic rigour, only studies that had been published in a peer reviewed 

journal were included. 

Table 1 

Inclusion and Exclusion Criteria Using the SPIDER Tool  
 

 Inclusion Exclusion 

Sample • People of all ages who 
have been diagnosed with 
anorexia nervosa 

• Patients admitted for an 
illness other than 
anorexia nervosa 

• Paper focusses on all 
eating disorders and does 
not identify specific 
perceptions of people 
with anorexia nervosa 
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Phenomenon of 
Interest 

• Patient perspectives on an 
aspect of inpatient 
treatment for anorexia 
nervosa that is common 
to inpatient treatment 
e.g. meal support 

• Exclusively focusses on a 
specific treatment or 
aspect of inpatient 
admission that would not 
be common across 
inpatient experiences 

Design and Evaluation • Uses any qualitative 
methods 

• Case Studies 

Research Type • Qualitative research or 
mixed methods with 
qualitative element 

 

• Quantitative research 

Other Criteria • Published in the last 20 
years (since 2001) 

• Published in English 

• Primary research 

• Published in a peer 
reviewed journal 

• Includes full method and 
results 

 

 

 

After developing a research question, the SPIDER tool was used to identify preliminary 

search terms. Search terms were identified from relevant articles following scoping searches and 

through the use of thesaurus to look for synonyms (Bramer et al., 2018). Initial full-text searches 

gave large numbers of irrelevant papers, and the strategy was focussed by searching only titles and 

abstracts for sample and phenomenon of interest criteria. The search was limited to human 

participants, English language and journal articles. 

The search strategy detailed in Table 2 was conducted in September 2021 on three 

databases: PsychInfo, Embase and PubMed. 

Table 2 

A Description of the Search Strategy 

Search term Text searched 
Anorexi* OR Eating Disorder* OR Restrict* 

Eating OR Disordered Eating 
Title/abstract 
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AND 

Inpatient OR Compulsory OR Acute OR 
Nasogastric 

 
AND 

Title/abstract 

Experience* OR Perspective* OR Perception* 
 

AND 

Full text 

Patient* OR Service user* OR Client* OR 
Consumer* 

Full text 

 

As shown in Figure 2, this search brought up 1,584 records across the three databases. Titles 

and abstracts were screened and all that clearly did not meet inclusion criteria were removed. 

Duplicates were eliminated, leaving 48 papers for full-text screening. Cross-checking reference lists 

gave a further six papers of which five met the eligibility criteria for inclusion. 26 studies were 

included overall, two of which had two publications each using the same data. 24 original studies 

were therefore included for meta-synthesis. The full text of six studies were reviewed by a second 

reviewer (a trainee clinical psychologist) for inclusion and exclusion criteria, yielding a 100% 

agreement.  

Figure 2 

Prisma Flowchart Showing the Process of Selecting Articles for the Review 
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Quality Appraisal 

The Critical Appraisal Skills Programme (CASP) checklist for qualitative studies (Critical 

Appraisal Skills Programme, 2019) was used to assess the quality of each paper. This checklist does 

not have a recommended scoring criteria and items were therefore scored as follows: 0 if an item 

Reports assessed for 

eligibility 

(n = 48) 

Reports excluded: 

Not about patient 
experiences of 

inpatient care (n = 
12) 

Did not separate out 
people diagnosed 

with Anorexia 
Nervosa (n = 7) 

Not a generalisable 
aspect of inpatient 

experience (n = 5) 
No qualitative 

element (n = 3) 

 Reports of included 

studies 
(n = 26)  

Including two 
concurrent studies on 

same populations 

In
cl

u
d

e

d 

Records identified 
from*: 

Databases (n = 
1,584) 

 

Records screened 

(n = 1,584) 

Records excluded due 

to ineligibility 

(n = 1,497) 

Search for duplicates 

(n = 87) 
Duplicates removed 

(n = 39) 

Records identified from: 
Citation searching 

(n = 6) 

 

Reports assessed for 

eligibility 

(n = 6) 

Identification of studies via databases  Identification of studies via other methods 

Id

en
tifi

ca
tio

n 

Sc

re
en

in
g 

 

Reports excluded: 

 
Not about inpatient 

experience (n = 1) 
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was not covered, 1 if discussed in little detail, 2 if adequately addressed and 3 if well addressed 

(Cesario et al., 2002). Papers were categorised as high quality if scoring above 22.5, moderate quality 

if scoring 15-22.4 and poor quality if scoring below 15 (see Appendix A). Three of the included 

studies were rated independently by a trainee clinical psychologist resulting in a linear weighted 

Kappa score of 0.57. Discrepancies in these scores were discussed until 100% agreement was 

reached across these studies. 

Synthesis of Findings 

A qualitative meta-synthesis of findings was conducted from the included papers following 

Erwin et al.’s (2011) description. Following identification of relevant papers for inclusion, 

information that was relevant to the research question was gathered from included papers.  

 As described in previous meta-syntheses (Campbell et al., 2003; Tong et al., 2008) a 

constant comparison method was used, with articles being read several times each and similar and 

contrasting findings noted. Findings and quotes from original articles were used to identify themes 

pertinent to the research question. Themes were grouped across papers, creating a synthesis of 

findings, with continual checking that these represented those in the original papers (see Appendix 

B). 

Findings 

An overview of the papers is presented in Table 3, followed by a commentary on the quality 

of the studies appraised and the meta-synthesis of findings. 
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Table 3 

Studies included in the systematic review. 

Author  Aim Design Participa
nts 

Age 
range 
(years) 

Ethnicity Current
/Past 

Inpatie
nt* 

Specialist 
ED unit? 

Findings Country CASP 
Rating 

#1 

Boughtw
ood & 
Halse 
(2010) 

 

To explore how 
adolescent 

inpatients with 
AN construct 
their illness, 

treatment and 
relationships 

with staff. 
 

Discourse 
Analysis 

25 
females 

12-18  23 
White, 2 

Asian 
(Chinese) 

Current No • Participants did not think that staff 
tried to develop an alliance or to 
understand them as people, this led to 
feeling powerless and wanting to resist 
the regimen of the unit. 

• Lack of understanding lead to either 
resistance to treatment or unwilling 
compliance. 

Australia Moderate 

#2 

Colton & 
Pistrang 
(2004) 

To explore 
adolescents’ 
views about 

their inpatient 
admission. 

IPA* 19 
females 

12-17  18 
White, 1 

Black 

Current Yes • Participants showed ambivalence 
about loss of control upon admission. 

• Positive and negative influences of 
peers. 

• Participants wished to be treated as an 
individual outside of their illness. 

UK Moderate 

#3 

Eli (2014)  

To understand 
how 

hospitalisation 
for an eating 

disorder affects 
patients’ 
identities. 

IPA 12 
female, 1 
male 

18-38 Unclear Past Yes • Ward was seen as both oppressive and 
protective. 

• Participants felt connected to and 
distinct from others on the unit. 

Israel Moderate 

#4 

Fox & 
Diab 

(2015) 

To explore 
experiences of 

inpatient 
treatment for 

IPA 6 
females 

19-50 6 White Current Yes • AN both valued and hated by 
participants. 

• Difficulties with staff who were 
pessimistic about recovery or not 
knowledgeable about AN. 

UK Moderate 
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people with 
chronic AN. 

• Relationships generally were difficult 
for participants and being in hospital 
increased detachment from family. 

#5 

Holmes et 
al. (2021) 

To investigate 
experiences of 

trust in 
inpatient 

treatment for 
AN. 

Post-
structural 
discourse
-analytic 

14 
females 

20-42 Unclear Past Mixed • Lack of trust towards inpatients led to 
a lack of patient voice in treatment. 

• Participants described poor self-
esteem, demotivation and triggering 
experiences of trauma. 

UK Moderate 

#6 

Long et 
al. (2012)  

To explore 
patient 

perspectives on 
the experience 
of mealtimes 

during 
inpatient 

treatment for 
AN. 

Thematic 
analysis 

12 
females 

17-29 Unclear Current Yes • Mealtimes were described as a battle 
and participants desired more choice 
and agency. 

• Consistency during mealtimes was 
important. 

• Participants were often ignored when 
sharing their frustration. 

UK Moderate 

#7 

Nilsen et 
al. (2019, 

2021) 

To investigate 
patient 

experiences of 
family-based 

inpatient 
treatment for 

AN. 

Thematic 
analysis 

33 
female, 4 

male 

12-19 Unclear Past Yes • Participants disliked being treated as 
‘an anorexic’ and wanted to be seen as 
individuals. 

• Liked staff that enforced the rules in a 
respectful and compassionate way. 

• Activities both on and off the ward as 
a distraction and motivation for 
recovery were valued. 

Norway Moderate 

#8 

Offord et 
al. (2006) 

To investigate 
experiences of 

adolescents 
who had 
received 

treatment for 
AN on general 

psychiatric 
ward. 

IPA 7 
females 

(one with 
experien

ce of 
adult 
unit) 

16-23 7 White Past No- 
General 

inpatient 
unit 

• Wanted to be seen as an individual 
beyond AN 

• Treated differently from inpatients 
without AN 

• Feelings of worthlessness, 
ineffectiveness and isolation whilst 
receiving inpatient treatment. 

• Lack of psychological support until 
participants had gained weight was 
unhelpful.  

UK Moderate 
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#9 

Olsson & 
Landgren 

(2020) 

To explore how 
patients with 

AN experience 
inpatient 

treatment plus 
an acupuncture 

intervention. 

Content 
analysis 

25 
females 

18-72 Unclear Current Yes • Ambivalence about being an inpatient. 

• Staff both helpful and oppressive 

• Peers provided both connection and 
competition. 

Sweden Moderate 

#10 

Patterson 
et al. 

(2017)  

To explore 
patient 

perspectives on 
different 

aspects of 
inpatient 

treatment for 
AN, including 
relationships 

with staff. 

Mixed 
methods, 
framewor
k analysis 

12 
females. 

18-50 Unclear Past Yes • Staff were important to the inpatient 
experience. 

• Personalised, flexible and non-
authoritarian attitudes from staff were 
helpful.  

Australia Moderate 

#11 

Pemberto
n & Fox 
(2013) 

To explore 
patient 

experiences of 
emotion 

management 
whilst in 
inpatient 

treatment for 
AN. 

IPA with 
grounded 

theory 
technique

s 

7 
females, 
1 male 

Unclear 
(adults) 

Unclear Current Yes • Emotion management was important 
to recovery and affected by staff 
attitudes. 

• Good relationships with staff improved 
emotion management.  

UK Moderate 

#12 

Ramjan & 
Gill 

(2012) 

To investigate 
the 

relationships 
between 

nurses and 
patients on an 

inpatient 
treatment 

programme for 
AN. 

Thematic 
analysis 

1 male, 9 
females 
and 10 
nurses. 

11-18 Unclear Current
/ 

recent 

No- 
General 
medical 

ward 

• Staff had limited understanding of 
psychological wellbeing. 

• Relationships between patients and 
staff were described as poor. 

• Patients likened treatment to prison. 

• Participants disliked the focus on 
weight and little emphasis on 
psychological support. 

Australia Poor 
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#13 

Ross & 
Green 
(2011) 

To explore the 
experiences of 

two women 
receiving 

inpatient care 
for treatment 

of AN. 

Thematic 
analysis 

2 
females 

Unclear 
(adults) 

Unclear Past Unclear • Difficulty with adjusting to being in 
inpatient but also to being discharged. 

• Feelings of isolation both on and off 
the ward. 

• Sense of safety when on the ward. 

UK Poor 

#14 

Seed et 
al. (2016) 

To investigate 
patient 

experiences of 
detention 

under the MHA 
for treatment 

of AN. 

Grounded 
theory 

12 
females 

18-55 Unclear Past Unclear • Described a battle with staff about 
treatment. 

• Some relief at having less control but 
also a loss of sense of self. Participants 
found weight gain distressing 

UK Good 

#15 

Sibeoni et 
al. (2020) 

To understand 
facilitators and 

barriers to 
therapeutic 
alliance in 
inpatient 

treatment for 
AN. 

Thematic 
analysis 

15 
females, 

18 
parents 
and 8 

psychiatr
ists 

13-17 Unclear Past Yes • Therapeutic alliance was aided by staff 
respect, understanding and shared 
decision-making. 

• Parents were influential in 
determining relationships with staff. 

France Moderate 

#16 

Sly et al. 
(2014) 

To explore the 
experiences of 

therapeutic 
alliance with 
nurses from 

patients 
receiving 
inpatient 

treatment for 
AN. 

IPA 8 
females 

18-34 8 White Current Unclear • Therapeutic alliance was an important 
part of treatment. 

• Nurses who were open, non-
judgemental and upheld rules 
facilitated a therapeutic alliance. 

• Participants wanted to take an active 
role in their treatment. 

UK Poor 

#17 

Smith et 
al. (2016) 

To explore 
adult females’ 
experiences of 

inpatient 

Thematic 
analysis 

21 
females 

18-41 Unclear Current Yes • Participants experienced both relief 
and vulnerability at loss of control. 

• Trusting relationships with staff and 
peers were helpful. 

UK Good 
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treatment for 
AN. 

• Comparison with peers was 
distressing.  

#18 

Spivack & 
Willig 
(2010)  

To explore the 
challenges and 

benefits of 
inpatient 

treatment for 
adolescents 
with eating 
disorders. 

IPA 8 
females 

12-17 Unclear Current Yes • Patients with a strong anorexic voice 
reported negative experiences of 
inpatient treatment. 

• Patients with a balance between 
anorexic and non-anorexic voices were 
ambivalent about inpatient 
experience. 

UK Moderate 

#19 

Thabrew 
et al. 

(2020) 

To understand 
the 

experiences of 
adolescents 

who had 
recently 

received brief 
inpatient 

treatment for 
AN. 

Thematic 
analysis 

9 
females 

15-17 7 White, 
2 Asian 

Past-
recent 

Yes • Positive experiences included support 
from staff and peers, and a feeling of 
safety. 

• Negative experiences were having 
little control, negative peer influences 
and poor staff knowledge. 

New 
Zealand 

Poor 

#20 

Tierney 
(2008) 

To explore 
young people's 
experiences of 
treatment of 

AN. 

Thematic 
analysis 

qualitativ
e study 

9 
females, 
one male 

11-18 10 White Past No • Clinicians who challenged them 
empathically and treated patients as 
individuals rather than anorexics were 
valued 

• Patients wanted both psychological 
and physical needs to be attended to. 

UK Moderate 

#21 

van 
Ommen 

et al. 
(2009) 

To investigate 
the aspects of 
nursing care 

that are 
important in 

recovery from 
the perspective 
of adolescent 

inpatients with 
AN. 

Grounded 
theory 

13 
females 

13-17 Unclear Past Yes • Nurses taking initial responsibility and 
providing structure and normalisation 
was helpful. 

• Patients valued taking more 
responsibility as treatment 
progressed. 

Netherla
nds 

Moderate 
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#22 

Wu & 
Harrison 
(2019) 

To explore 
experiences 

inpatient 
treatment for 
AN in China. 

IPA 4 
females 

16-19 4 Asian 
(Chinese) 

Current Unclear • Participants described both positive 
and negative aspects of peer 
influence. 

• There was a desire for more 
psychological support and help to 
manage stigma around inpatient 
admission. 

China Good 

#23 

Zugai et 
al. (2013) 

To investigate 
how nurses 

contribute to 
weight gain 

and inpatient 
experiences 

from the 
perspective of 

adolescent 
inpatients with 

AN. 

Thematic 
analysis 

8 
females 

14-16 Unclear Past No • Therapeutic alliance with nurses was 
important to participants’ motivation 
for recovery, experiences of inpatient 
care and weight gain. 

• Nurses that enforced rules in a 
flexible, understanding and non-
punitive way encouraged recovery. 

Australia Moderate 

#24 

Zugai et 
al. 

(2018a, 
2018b) 

To understand 
the context 

and nature of 
therapeutic 

alliance 
between 

patients with 
AN and their 

nurses. 

Thematic 
analysis 

33 
females, 
one male 

and 20 
nurses.w 

Over 
12 

(mean= 
20) 

Unclear Current No • Participants wanted to be seen as 
individuals, separate from their illness. 

• They wanted rules to be enforced 
fairly, with explanation but also 
flexibly when needed. 

Australia Moderate 

Notes: *IPA= Interpretive Phenomenological Analysis.  

Ϯ= Current/past inpatient refers to whether people participated during their inpatient stay or after discharge.  
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Quality Appraisal Results 

Aims 

Eight papers aimed to investigate the therapeutic alliance in an inpatient environment (#1, 

#5, #12, #15, #16, #21, #23, #24), twelve looked at general inpatient experiences (#2, #4, #8, #9, #10, 

#13, #14, #17, #18, #19, #20, #22), and four studies aimed to explore other aspects of the inpatient 

experience such as mealtimes (#6), emotion management (#11), family-based admission (#7) and 

forming identities (#3). Therapeutic alliance, for the purposes of this review, was defined broadly as 

a collaboration between staff and patients to work towards helping a patient to recover and ease 

suffering (Bordin, 1979). Although family-based treatment is not a generalisable experience for all 

inpatients, this research was included because it also covered general aspects of the inpatient 

experience (#7).  

Participants 

332 participants were included, comprising of 323 females and 9 males diagnosed with 

Anorexia Nervosa. Estimates suggest that around 25% of cases of AN are in males (Beat, 2021), 

indicating that males are underrepresented across these studies. Most studies included were 

completed in the UK (#2, #4, #5, #6, #8, #11, #13, #14, #16, #17, #18, #20), with others conducted in 

New Zealand (#19), Australia (#1, #10, #12, #23, #24), Sweden (#9), Israel (#3), Netherlands (#21), 

Norway (#7), France (#15) and China (#22). Notably only two studies were completed in non-western 

countries (#3, #22). This is in line with other research into AN where non-western cultures are 

underrepresented (van Eeden et al., 2021), a factor that limits understanding of treatments for AN in 

these cultures. This is important because AN may present differently in different cultures and the 

requirements of inpatient units may vary (Agüera et al., 2017; Wu & Harrison, 2019). Several studies 

did not provide information on the ethnicities of their participants; those that did reported that 

participants were all white (#4, #8, #16, #20) or majority white (#1, #2, #19), except for one study 

conducted on a Chinese population (#22). 12 studies were in an adolescent population (#1, #2, #7, 
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#8, #12, #15, #18, #19, #20, #21, #22, #23), 11 on an adult population (#3, #4, #5, #6, #9, #10, #11, 

#13, #14, #16, #17), and one study focussed on participants over the age of 12 with no breakdown of 

participants’ actual ages (#24). 11 studies interviewed current inpatients (#1, #2, #4, #6, #9, #11, 

#16, #17, #18, #22, #24), and 12 focussed on people who had been inpatients in the past (#3, #5, #7, 

#8, #10, #13, #14, #15, #19, #20, #21, #23), one covered both current and recently discharged 

inpatients (#12).  

Methodology 

All studies used semi-structured interviews with individuals to gather qualitative data, this 

may be problematic in that it relies heavily on the researchers’ ability to gather meaningful data and 

to interpret meaning in the manner desired by the participant (Alsaawi, 2016). Some used a 

relatively structured guide for interview questions (#4, #12, #15), whereas others used few open-

ended questions with further questions being shaped by participants’ answers (#6, #7, #9, #14, #22). 

One study also included field notes of the researchers’ observations for analysis (#1). There was 

variation in how well the interview questions were described with some giving explicit lists of 

questions and topics (#2, #4, #5, #8, #14, #15, #22) and some giving a vaguer outline of broad 

interests (#3, #9, #10, #13, #16, #17, #18, #20, #21, #23, #24) or in one case little information at all 

(#19). 

Researcher Reflexivity 

Although six of the studies reported that researchers kept a reflexive journal (#8, #11, #12, 

#14, #17, #20) and a further study reported the use of bracketing and reflection (#18), only one gave 

detail about the content of this and how researchers’ opinions and experiences influenced their 

interpretation of data (#22). Reflexivity allows for enhanced credibility through increased 

acknowledgement of the biases of the researcher and how these affect the collection and 

interpretation of data (Berger, 2015). Nine studies discussed the background of the researchers (#4, 

#9, #10, #11, #14, #15, #16, #17, #18), and another disclosed that the researcher had experienced 
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AN in the past (#5) but the influence on the study was not mentioned. It is possible (particularly for 

those who used reflexive tools) that bias was considered but that limits imposed by journals caused 

this to be omitted from the published paper.  

The use of techniques such as triangulation and member-checking during data analysis are 

employed to enhance credibility through gathering consensus opinions (Birt et al., 2016; Hill et al., 

2005), however, the utility of employing such methods has been debated (Barbour, 2001). 16 papers 

reported using second and third raters and/or the use of member-checking and described a process 

of discussion and consensus-seeking in arriving at final findings (#2, #4, #5, #6, #7, #8, #9, #10, #14, 

#15, #16, #17, #19, #20, #21, #22).  

Ethical Considerations 

A minority of papers (#1, #2, #4, #19, #20) gave no mention of having obtained ethical 

approval for the research. Only three papers gave consideration to the full variety of ethical 

problems that may arise in this sort of research, including informed consent, right to withdraw and 

protocols for managing the distress of participants (#6, #18, #22). Given the sensitive nature of this 

topic, particularly for adolescent participants and those currently receiving inpatient treatment, the 

lack of consideration of the distress and wellbeing of participants is concerning . It is possible that 

this was considered but not reported due to limited journal word counts (Dodgson, 2019). The 

remaining papers obtained ethical approval and most reported a process of obtaining informed 

consent from participants (n=16).  

Findings and Relevance 

All studies used quotes to illustrate themes: these are important in grounding the research 

in the data and retaining the richness of individual experiences (Sandelowski, 1994). Some papers 

used quotes extensively, offering examples that both supported and contradicted themes (#2, #8 

#17, #18). Extensive use of quotes, and evidence of contrasts and contradictions in the data, is 
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helpful in enhancing credibility of the research (Huberman & Miles, 2002). Some papers used quotes 

sparingly, either presenting themes without quotes or using very short quotes that may not capture 

the intent or context of the full sentence, or failed to include contrasting data (#10, #14 #13, #18).   

Meta-synthesis 

The findings from the papers were grouped into four themes: ambivalence about the loss of 

control, relationships with staff are important, peers as helpful and unhelpful, and wellbeing and 

connection.  

Ambivalence About the Loss of Control 

Ambivalence about losing control of diet and exercise regimes and their daily lives when 

admitted to the inpatient unit was widely discussed, such that participants felt anger, anxiety and 

frustration, but also relief at the diminished responsibility (#2, #3, #4, #8, #10, #13, #14, #17, #18, 

#19, #20, #21, #23). For some this allowed them an “excuse for eating and not exercising” (#20). In 

most studies, participants described both positive and negative feelings at this loss of control, 

however, in three studies participants described only feeling like prisoners (#1, #5, #12). In these 

studies, which were not conducted in specialist eating disorder units, adult and adolescent patients 

were subjected to high levels of surveillance and connection with friends and family was restricted; 

staff were generally untrusting and saw patients as deviant.  

Participants of all ages wished for all rules to have clear, well-explained rationales and for 

them to be applied in the least restrictive way possible (#2, #5, #7, #8, #9, #14, #18, #20). In seven 

studies (six in adolescent and one in adult populations) participants spoke about rules being overly 

punitive in inpatient units; rules were seen in this way if they were applied without any regard to the 

context of the situation (#2, #5, #7 #8, #12, #18, #23). Examples including limited access to the 

telephone (#8) or restrictions on privacy lead to feelings of rebellion, dislike of staff and a sense of 

lack of agency (#1, #2, #5, #8, #14, #18). In adolescent populations such rules led to feelings of anger 

and hopelessness (#2, #8, #12, #18, #19). 
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Consistency in the implementation of rules making them predictable and fair, was desired 

(#2, #6 #11, #12, #19, #23, #24). This contrasted with a wish amongst adolescents for rules to be 

flexible (#7, #18, #23, #24) and, amongst all ages, for them to be individualised (#7, #8, #9, #10, #14). 

Participants did not want to be treated differently from one another but disliked being forced to 

comply with rules that were not relevant for their specific difficulties. For example, it was deemed 

unfair to restrict toilet use after meals to those for whom purging was not an issue (#8).  

Participants wanted to take an active role in their care and be involved in meetings, 

treatment plans and meal planning (#2, #6, #8, #15, #16, #17, #18, #19, #21). In one study young 

people in a specialist unit described how treatment programmes were implemented without any 

discussion or input from them, making it difficult for them to feel agency in their recovery or develop 

therapeutic alliances with staff (#15). This brings about a difficult issue around the need to allow 

patients to develop agency and understanding in their illness, whilst acknowledging that offering too 

much control may be accommodating of AN behaviours. There was recognition from some current 

inpatients that this input may be open to abuse by those strongly entrenched in their illness (#2), 

and there were suggestions that patients may be able to take a more active role in their treatment 

as they moved towards recovery (#17).  

Relationships with Staff are Important 

Participants described a strong desire to be treated as individuals, separate from their 

diagnosis and to feel genuinely listened to and cared for (#1, #2, #3, #5, #7, #8, #10, #11, #14, #15, 

#17, #19. #21, #23, #24). Staff who were reliable, consistent and authentic were valued (#7, #10, 

#15, #17, #21, #23), as were staff who introduced a sense of fun, offered distraction and spoke 

about normal things (#8, #9, #10, #21, #23). Some adolescent participants appreciated staff who 

assumed a maternal or sisterly role by enforcing rules in an understanding empathic way and valuing 

the individual (#15, #23, #24).  
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Studies with adolescents highlighted the importance of therapeutic alliance in role-

modelling healthy behaviours and increasing motivation for recovery through not wanting to 

disappoint staff (#16, #17, #21, #23, #24). This was also true for one study in adults (#14). For all 

ages, staff could be helpful in providing emotional support that was valuable in managing difficult 

times (#5, #14, #16, #17, #19, #23).  

A good relationship with staff was often dependent on bidirectional trust. Some adolescents 

reported having good, trusting relationships with staff where they felt like equals (#18, #23). 

However, many participants of all ages described experiencing distrust from staff (#1, #3, #5, #9, 

#11, #14, #22). At the more distressing end, this could lead to participants feeling dehumanised and 

retraumatised, resulting in poorer self-esteem and wellbeing (#5, #14, #22). Several studies in adults 

(#4, #5, #10, #11, #17) and one in adolescents (#2) reported that a lack of trust continued patterns 

that participants had experienced with their families, making them feel neglected. In several cases 

participants felt unable to feedback about different experiences or to talk about emotional 

difficulties without these experiences being pathologised (#2, #3, #5, #8, #14, #15, #21, #24). This 

potentially paves the way for abusive treatment with patients given no power to complain.  

The therapeutic alliance could be damaged by staff easily believing lies they were told; 

patients reported that this led to them becoming more deceptive, giving more control to the eating 

disorder (#4, #7, #16, #20, #21). Participants praised staff who were neither too controlling nor too 

passive in upholding treatment rules (#16). They described a need for staff to be able to separate the 

individual from the illness and conceptualise challenging behaviours as a symptom of AN rather than 

as a personal characteristic (#4, #5, #7, #9, #10, #14, #15, #18, #21, #23). For example, a patient may 

have lied about exercising but this does not make them a liar (#11). This approach allowed patients 

to feel supported by staff and to discuss rule-breaking honestly without feeling judged or punished 

(#4, #5, #7, #9, #10, #14, #15, #18, #21, #23). Staff who had both expertise and experience in 

working with people with AN were deemed better able to understand behaviours that were 

characteristic of the illness and to see the individual beyond the illness (#2, #3, #5, #8, #10, #11, #14, 
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#15, #17, #24). This expertise was also useful in providing patients with appropriate emotional 

support and information about their illness (#4, #7, #8, #10, #14, #15, #19, #20, #21, #22). 

Peers as Helpful and Unhelpful 

Peers were reported to offer friendship and connection to others (#2, #3, #5, #8, #9, #10, 

#17, #18, #19, #20, #22). For some participants in a specialist unit, this sense of connection was 

something they had found difficult to achieve in the outside world (#10): participants reported being 

able to talk through their issues with people who could really understand them for the first time.  

However, many participants, adolescent and adult, felt the need to compete with others on 

the ward to be the thinnest, take the longest time eating or to be the best at anorexia (#2, #3, #6, 

#7, #8, #10, #14, #17, #18, #19, #20, #22). This was especially difficult when thinner people were 

admitted to the ward as comparisons fuelled a desire to lose weight. Participants in both specialist  

and non-specialist units noted that they learnt new unhelpful behaviours from others whilst on the 

ward that reinforced their disordered eating (#1, #2, #3, #6, #7, #8, #10, #17, #19, #22).  

Some participants noted that comparison with others could be motivating and helpful as it 

allowed them to see the benefits of getting better (#21), to take some responsibility for role-

modelling to others (#9), and to understand the futility of ED behaviours (#3). However, people in 

specialist units also reported feeling frightened by seeing others in distress and were traumatised by 

this (#2, #9, #10, #17, #18). One study in China found that far from feeling connected, some 

adolescents felt alienated or bullied whilst in inpatient care and this was detrimental to their  

wellbeing (#22). Due to China’s one-child policy participants in this study may have been living with 

peers for the first time, potentially influencing their experiences. 

Wellbeing and Connection 

Participants of all ages spoke about feeling disconnected from friends, family, school, work 

and their usual activities (#3, #4, #8, #12, #14, #17, #18, #19). For some, this lack of connection to 
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the outside reduced motivation for recovery and increased anxiety about discharge (#8, #14, #18). 

Participants valued regular visits from friends and family in helping them to feel in touch with the 

outside world; they also liked getting out of the ward environment to do normal activities (#4, #7, 

#17). Punishments for violating rules were seen as particularly unhelpful if they increased isolation 

or disconnection, for example cancelling family visits or enforced bed rest (#8, #14).  

Many adolescent participants felt that their psychological needs had not been fully attended 

to during their admission and that there was too much focus on their weight and physical wellbeing 

(#2, #8, #12, #19, #20, #22). This was also the case for two adult populations (#5, #10).  Participants 

of all ages described a need for psychological treatment to be offered in tandem with physical 

support (#2, #8, #9, #10, #19, #22). In adults there were reports of self-esteem being negatively 

impacted by inpatient treatment through a lack of trust (#5) and through forced interventions such 

as restraint or nasogastric feeding (#14). Additionally, for adolescents a lack of psychological support 

to help manage shame around the illness and feelings about weight gain was described as unhelpful 

(#2, #8, #22). 

Discussion 

This review highlights clear factors that constitute good aspects of inpatient care for AN. 

Participants consistently valued being respected, treated as individuals rather than diagnoses and 

fair and relevant rules. Unhelpful aspects of inpatient care included overly punitive rules, a lack of 

trust from staff and being unable to have input into their own care. Other findings appear to be 

contradictory: participants felt both protected by the ward and trapped by it, they were comforted 

by peers and harmed by them, they wanted consistent regulations but also individualisation. These 

inconsistences were reported across adult and adolescent studies, in specialist and non-specialist 

eating disorder units, and in current and past inpatients. Given the widespread reporting of these 

issues and the fact that opinions may be influenced by the presence of ‘an anorexic voice’ (Spivack & 

Willig, 2010), it is likely that individuals may hold more than one view on these aspects of care. For 
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example, they may feel both comforted and oppressed by the unit at the same time or at different 

times during their admission. This highlights the importance of staff that can consider the 

importance of patients’ views and individuality, whilst also understanding the need to consistently 

implement rules that aid recovery. 

There were few differences between adolescents and adults in what they found helpful and 

unhelpful from their admission. Adolescents desired a slightly different relationship with nursing 

staff, wanting them to be parental and deriving motivation for change through wanting to please 

favoured staff. Where good relationships were not achieved, adolescents reported feelings of anger 

and hopelessness, whereas adults tended to relate this to past experiences of feeling untrusted and 

this impacted their self-esteem. Adults spoke more about harmful experiences of lack of trust from 

staff, whereas young people focussed more on the need for greater psychological understanding and 

support. As adults are more likely to have had multiple admissions, this may reflect changes in 

perspectives following increased time spent in mental health systems and less trust in professionals 

following previous unsuccessful treatments. 

The discussion about how much patients should be involved in their treatment plan is 

contentious. For patients who lack motivation to change, this may allow opportunity to influence 

rules in a way that maintains the eating disorder, which is of critical concern for those at a low body 

weight. However, motivation for change is central to recovery regardless of the culture imposed by 

the inpatient unit (Thaler et al., 2016) and research suggests that autonomy may precede the 

development of motivation (van der Kaap-Deeder et al., 2014). Furthermore, increased choice may 

reduce drop-out rates (Vandereycken & Vansteenkiste, 2009), and be effective over shorter-duration 

than standard models (Paquin Hodge et al., 2019). Promoting autonomy may also be important in 

allowing patients to develop a sense of self outside of their anorexic self, potentially aiding recovery 

(K. Williams et al., 2016; S. Williams & Reid, 2012).  
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Consistent with previous literature (Marzola et al., 2019; Sly et al., 2013), a good therapeutic 

alliance with staff was described as hugely significant to inpatient experiences and to recovery. 

Descriptions of staff as punitive, uncaring and invalidating, leading to patients feeling dehumanised 

and lacking any sense of agency, were particularly concerning. This form of treatment may lead to a 

‘me against them’ mentality amongst patients who feel angry towards staff and feel incentivised to 

rebel against the regime or to comply solely to bring about discharge (Treasure et al., 2011). Staff 

that are too permissive or enabling of disordered eating behaviours were also seen as unhelpful by 

participants. In line with guidance given for carers by the cognitive interpersonal maintenance model 

(Treasure & Schmidt, 2013), staff are required to finely balance the enforcement of rules with 

ensuring that they are individualised, flexible and not overly punitive. To do this effectively staff 

need to have a good understanding of AN and be genuinely compassionate to the individual outside 

of the eating disorder. Guidelines state the need for staff to have expertise in treating AN, to 

separate out challenging behaviours as a symptom of the illness rather than as a personal 

characteristic, and to treat patients with compassion and respect (Royal College of Psychiatrists, 

2017). This puts a high level of responsibility on staff, particularly on nursing staff who may have the 

most frequent contact with patients. The need to support patients physically and psychologically in 

the presence of challenging behaviours means that this role can be difficult and particular care is 

needed to ensure that staff are well supported (Davey et al., 2014; Wright & Schroeder, 2016). This 

is of particular concern in non-specialist units where staff may not have expertise in treating AN. 

Clinical Implications 

This review reaffirms the need to see people with AN as individuals outside of their illness. 

There is a significant emphasis on the role of staff in thoughtful enforcement of rules, providing 

psychological support, aiding meaningful connection for patients and motivating recovery. This 

requires that staff are well-trained, appropriately supervised and given time and support to carefully 

think through how to best help each individual. Staff are in a powerful position to influence patient 

experiences of inpatient treatment and as such, staff burnout should be continually assessed as a 
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risk factor that could impact on the wellbeing and potential for recovery of inpatients. Non-specialist 

units particularly should assess whether staff treating people with AN have the appropriate level of 

knowledge, expertise and support to work with this population.  

The potential negative impact of overly punitive or invasive rules should be considered and 

all inpatient units that treat people with AN should review their rules to ensure that they are 

appropriate and adaptable to individual patient needs. Where possible service users and their 

families should be included in this and in managing their care plans (Royal College of Psychiatrists, 

2012, 2014, 2017). To reduce the risk of traumatising or abusive experiences, patients should be 

provided with multiple methods for feeding back on their experiences of care throughout their 

admission. 

The findings from this review highlight the importance of encouraging people with AN to 

develop connections with others. When in inpatient treatment this may happen through contact 

with peers and/or through encouragement to maintain or rebuild connections with friends and 

family outside of the unit. Suitable psychological support should be available throughout the 

admission to help manage relationships and deal with difficulties associated with AN. 

Limitations 

As with any qualitative meta-synthesis, the findings of each study are heavily dependent on 

the context in which it was conducted, and any attempt to draw overarching conclusions is at risk of 

being reductionist (Bearman and Dawson 2013). In assessing patient perspectives on benefits and 

drawbacks of inpatient treatment for AN, I acknowledge that this is informed by my own views as a 

white trainee clinical psychologist with no previous experience of treatment for AN. Much of m y 

training and experience has been focussed on a desire to provide autonomy and freedom for 

patients and this was challenged by the need for direct intervention against the wishes of the patient 

in this population. During this review I have had to balance a wish to avoid coercive treatment with 

an understanding that this can be lifesaving for acutely unwell patients. This potentially increases 
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the voice I have given to those who felt oppressed by their treatment but is in keeping with an ethos 

of ‘do no harm’. 

Scoring criteria were applied to the CASP checklist, even though this contradicts the scoring 

guidelines suggested by the tool and may result in a reductionist evaluation of the included studies, 

it offers some clarity around how well each criterion was met. Some of the studies reviewed were of 

poor quality, with limited use of quotes to support arguments, lack of presentation of contradictory 

data and methodological inconsistencies. Additionally, the underrepresentation of non-female, non-

western and non-white participants may limit the applicability of this review to other populations. 

Finally, this review neglected to include papers concerning specific aspects of inpatient treatment for 

AN, that whilst not general experiences may be particularly distressing for those that experience 

them, such as nasogastric feeding or restraint.  

Further Research 

Only two papers reviewed were conducted on non-Western populations and further 

research into patient experiences in different cultures would be valuable. One area where this would 

be particularly relevant is in patient experiences of peers on an inpatient unit. Future research into 

how to mitigate the more damaging aspects of peer relationships during admissions would be 

beneficial. 

Finally, there is little research into staff burnout in staff who treat inpatients with AN, one 

recent study in Norway suggested that levels of burnout are low but further research across other 

healthcare systems would be beneficial to investigate this (Hage et al., 2021).  

Conclusion 

This systematic review focusses on patient perspectives of the positive and negative aspects 

of inpatient treatment for AN. Staff were very important in influencing patient experiences of 

inpatient treatment: positive staff relationships could be motivational and uphold treatment rules 
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whilst providing support and understanding. More importantly, they could enable patients to have a 

sense of connection with others and to feel important as an individual outside of their illness. Poor 

relationships with staff could lead to patents feeling neglected, unimportant, and wishing to rebel 

against treatment. Inpatients liked to feel involved in their care where possible and for rules to be 

tailored to the individual, consistently enforced but not overly restrictive. Whilst treating inpatients 

with AN units should consider their psychological needs and promote healthy relationships and 

connections both inside and outside of the inpatient environment. 

List of Abbreviations 

AN: Anorexia nervosa 

IPA: Interpretative Phenomenological Analysis 
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Appendix A 

Critical Appraisal Skills Programme (CASP) Scores  

Table A1 

Scores on the CASP Qualitative Checklist Per Paper Included in the Review and a Scoring Key. 

  

 

 

 

 

Authors 1. Clear 
statement of 
aims? 

2. 
Qualitative 
methodolog
y 
appropriate? 

3. Research 
design 
appropriate
? 

4. 
Recruitment 
strategy 
appropriate? 

5. Data 
collected to 
address 
research 
issue? 

6. Relationship 
between 
researcher and 
participants 
considered? 

7. Ethical 
issues 
considered? 

8. Data 
analysis 
sufficiently 
rigorous? 

9. Clear 
statement 
of findings? 

10. Will 
results 
help 
locally? 

Total 
Score 

Boughtwood & 
Halse (2010) 

3 3 3 2.5 1.5 0 1 2 1.5 1 18.5 

Scoring Key  

Criteria fully addressed 3 

Criteria mostly addressed 2 

Criteria partly addressed 1 

Criteria not addressed 0 

Total score Quality rating 

>23 Good 

15.5-22.5 Moderate 

<15 Poor 
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Colton & Pistrang 
(2004) 

3 3 2 3 2 0.5 0.5 2 2 3 21 

Eli (2014) 2 3 2 1 1 0 2 1 1 1 14 

Fox & Diab 
(2015) 

2 3 2 1 2 1 0 2 2.5 1.5 17 

Holmes, Malson 
& Semlyen 
(2021) 

2 3 2 2 2 1 2 2 1 1 18 

Long et al. (2011) 2.5 3 2 2 2 0 3 1 2 2 19.5 

Nilsen et al. 
(2019, 2021) 

3 3 2 2 2 1 2 2 3 1.5 21.5 

Offord, Turner & 
Cooper (2006) 

3 2 1.5 1 1 2 2 3 3 3 21.5 

Olsson & 
Landgren (2020) 

2 3 3 2 1 1.5 2 1.5 2 1 19 

Patterson et al. 
(2018) 

3 2.5 2 2.5 2 1 2 1.5 1 1 18.5 

Pemberton & Fox 
(2013) 

3 2.5 2 2 3 1.5 2 2 2 2 22 

Ramjan & Gill 
(2012) 

1 2 1 1 2 0 2 1 1 1 12 

Ross & Green 
(2011) 

1 2 3 1.5 1 0 2.5 1 1 1.5 14.5 

Seed, Fox & 
Berry (2016) 

3 3 3 2 3 1 2 2 2 2 24 

Sibeoni et al. 
(2020) 

3 3 2 2 2.5 0.5 1 1.5 2 2.5 20 

Sly et al. (2014) 1.5 2.5 2 2 2 0 1 1.5 1 1 14.5 

Smith et al. 
(2016) 

3 3 1.5 3 2 2 2 2.5 2.5 2 23.5 

Spivack & Willig 
(2010) 

1.5 2 2 2 2 2 3 2.5 2 2 21 

Thabrew, Mairs 
& Taylor-Davies 
(2019) 

2.5 2.5 2 2 1 0.5 0 0.5 1.5 1 13.5 
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Tierney (2008) 1.5 3 2 2 1.5 1.5 0.5 1 1 1 15 

Van Ommen et 
al. (2009) 

3 3 2 3 1.5 0 2 1 2 2 19.5 

Wu & Harrison 
(2019) 

2 3 2 2 2 2.5 3 2 2 3 23.5 

Zugai, Stein 
Parbury & Roche 
(2013) 

2.5 3 2 2 1 0 3 1 2 2 18.5 

Zugai, Stein-
Parbury & Roche 
(2018, 2018) 

3 3 2 2 2 0 2 1 2 2 19 



ANOREXIA NERVOSA: EATING DIFFICULTIES IN SIBLINGS 52 

Appendix B 

Example of Meta-synthesis Process 

Table B1 

An Example of How Findings from Papers were Extracted and Themes Identified 

Paper and specifics 
of its population 

Findings 

Sibeoni et al. (2020): 
Adolescents, Past 

inpatients, Specialist 
unit 

 

Ambivalence about control 

• Adolescents wanted to play an active role in their own care.  
• Although they acknowledged that it takes time to develop a therapeutic 

alliance, they also said that being hospitalised for long periods of time was 
negative for them and was an obstacle to therapeutic alliance over time.  

• Adolescents thought that being excluded from decisions and forced to 
comply with treatment made TA impossible. 
Relationships with staff 

• Adolescents spoke about the importance of reliability, authenticity, being 
listened to and understood and being able to talk without fear of 
judgement.  

• Wanted relationships with staff that were comparable in intensity and 
quality to family relationships. Valued maternal-like care from staff.  

• Adolescents didn’t like staff being overly protective or intrusive, they did 
not like there being a focus solely on weight gain and wanted to be 
considered as individuals and not diseases, liked personalised treatments. 
adolescents felt that often staff didn’t understand their illness and saw 
them as hostile or aggressive or just as a list of symptoms. 
Wellbeing 

•  Participants valued support being offered to parents and siblings 
independently and valued support on working to repair family 
relationships. They noted that separation during hospitalisation could have 
a calming effect on family rifts.  

 
 

Smith et al. (2016): 
Adults, Current 

inpatients, Specialist 
unit. 

Ambivalence about control 

• Participants described some relief in handing over control of their illness 
when being admitted. However, others described this as very scary and 
threatening as it took away the safety and control provided by the eating 
disorder. 

• Dislike of restrictive environment but an awareness of the need for it. 

• Valued being able to take greater control overeating as treatment 
progressed. 

• Would like to be more involved in treatment including attending meetings. 

• Many found it difficult initially to adjust to inpatient treatment after home, 
but viewed inpatient as a safe place over time and found protection from 
the stresses of life. For some this led to dependence and anxiety over 
discharge. 
Relationships with staff 

• Relationships with staff were seen as key parts of the inpatient experience, 
good and bad. When staff were insensitive or prioritised others this was 
very difficult. 

• Valued individualised care- did not like being treated as ‘anorexics’ and 
liked it to be personalised, valued psychological support. 
Influence of peers 
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• Participants felt understood by peers and this was valuable. They 
described learning from peers in both helpful and unhelpful ways. They 
spoke about comparing themselves physically to others and coveting 
thinness- entrenching AN behaviours. 

• Found it difficult to cope with the distress of others. 
Wellbeing and connection 

• Participants valued being able to get out and do normal things, they 
worried that being in the unit was a life that was too different from reality 
and therefore it would be difficult to maintain recovery outside. Many 
worries about discharge. 

• Recovery was described as physically and emotionally difficult. 
Development of self-identity and confidence was described during 
recovery. 
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Abstract 

Background 

Siblings of people with Anorexia Nervosa (AN) have been found to experience strong emotions, 

changing family roles and poorer wellbeing as a consequence of witnessing the illness. These factors, 

combined with genetic influences, may put siblings at an increased risk of developing eating disorder 

psychopathology. This research aims to explore the experiences of siblings of people with AN who 

have had eating difficulties themselves and investigate issues that may be important to the 

development and prevention of eating difficulties in this population. 

Methods 

This qualitative study used a reflexive thematic analysis approach. Ten adults who had witnessed a 

sibling with AN and experienced eating difficulties themselves participated in semi-structured 

interviews.  

Analysis 

Participants’ own eating difficulties were affected by the specific experience of witnessing a sibling 

with AN through mealtimes becoming emotionally charged, an increased focus on body size and 

diet, and comparisons with their sibling. Difficult experiences, such as marital discord amongst 

parents were common, as was a difficulty in managing emotions. Changing family roles following 

their sibling’s illness could have influenced the development of eating difficulties, and limited 

participants’ ability to access support for their own difficulties. Systemic beliefs regarding the value 

of thinness were prevalent and influential. Possible protective factors, such as not wanting to 

become as unwell as a sibling with AN and an understanding of the negative consequences of AN, 

aided recovery. 

Conclusions 
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Eating difficulties in siblings of people with AN may be influenced by competition for slimness, 

increased focus on diet and body size, and a need to manage difficult emotions. The cognitive 

interpersonal maintenance model of AN suggests that poor emotional regulation and disrupted 

social connections are influential predisposing and perpetuating factors for the illness (Treasure & 

Schmidt, 2013). Disruptions to connections within the family and increased emotional distress are 

common when a family member develops AN, and may influence the susceptibility to eating 

difficulties. Family therapy could address the needs of siblings and family scripts around body size 

and diet and aim to reduce people assuming responsibility for their sibling’s health.  

Key Words 

Anorexia nervosa, Siblings, Eating difficulties, Experience. 

Plain English Summary 

This research investigates the experiences of people who have had a sibling with anorexia 

and had some eating difficulties themselves. Participants described difficult emotions after their 

sibling developed anorexia and many took on responsibility for helping their sibling. This was a 

stressful experience which some people managed by restricted their own eating. There was an 

increased focus on food and body size in the home, and this could also influence participants’ diet. 

Getting help could be difficult as participants did not want to burden their family with their own 

difficulties. This research concludes that when treating people with anorexia, the impact on siblings 

should be considered, and support should be offered to siblings to help them to manage the 

difficulties that this illness presents.    
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Background 

Anorexia Nervosa (AN) affects multiple facets of an individual’s functioning, including 

marked changes to mood, behaviour, and relationships (Herpertz-Dahlmann, 2009). Very low body 

weights associated with the condition cause energy deficiencies, impaired physical and mental 

abilities, and an increased risk of mortality (Arcelus et al., 2011). Despite these impacts patients can 

show reluctance to change and concerned family members are often involved in compelling 

individuals into treatment and supervising eating up to six times per day (Eisler et al., 2016). The 

intensity of caring for someone with such an illness has been well documented (Anastasiadou et al., 

2014; Coomber & King, 2008; Zabala et al., 2009), however, much of this research has focussed on 

parents of people with AN with far less research exploring the effects on siblings. Siblings often have 

their lives disrupted due to changes in family relationships and the trauma of seeing a family 

member acutely unwell. Recent research has started to address this gap in the literature, finding 

that the wellbeing of siblings is negatively affected by experiencing a sibling with AN (van 

Langenberg et al., 2016). A meta-analysis across eating disorder classifications suggested that 

siblings may experience decreased quality of life, as well as increased isolation and psychopathology 

(Maon et al., 2020).  Such difficulties, coupled with an increased genetic susceptibility to AN in 

siblings, could put siblings at greater risk of eating disorder psychopathology.  

Evidence surrounding the development of disordered eating in siblings of people with AN is 

mixed. Some research suggests that lifetime prevalence is around four times higher than the general 

population (Steinhausen et al., 2015; Strober, 2000). Other research suggests no increased tendency 

to eating disorder pathology in siblings of people with eating disorders (Amianto et al., 2011; 

Benninghoven et al., 2008; Wunderlich et al., 2004). Qualitative studies report that siblings describe 

an increased awareness of food and a tendency to compare their bodies to their unwell sibling’s 

(Areemit et al., 2010; Callio & Gustafsson, 2016; Jungbauer et al., 2016). The impact of this on their 

eating habits was mixed, with some reports finding that they have developed a healthier attitude 
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towards food (Areemit et al., 2010; Callio & Gustafsson, 2016), some that it had no effect 

(Benninghoven et al., 2008; Maloney & Shepard-Spiro, 1983; Wunderlich et al., 2004) and others 

suggesting that it was detrimental (Dimitropoulos et al., 2013; Jungbauer et al., 2016).  

Estimates regarding the heritability of AN vary from 48-74% (Hübel et al., 2019; Thornton et 

al., 2011), suggesting a strong genetic contribution but not negating the impact of environmental 

factors. Environmental factors that increase susceptibility to AN may also be shared amongst 

siblings. Initial theories of the ‘psychosomatic family’ being influential in the development of AN 

(Minuchin et al., 1979) have been discredited with suggestion that any disturbances in family 

functioning may be the result of AN rather than a causal factor (Eisler, 2005). However, elements of 

the family or cultural environment shared by siblings may be influential in the development of eating 

disorders. Research suggests that restrictive diets and negative talk amongst mothers about their 

own or others’ body image had a detrimental effect on daughters’ eating behaviours, including the 

prediction of restrictive eating behaviours (Arroyo et al., 2017; Bauer et al., 2013; Zarychta et al., 

2019). Family scripts around healthy eating or the need to be thin may be shared amongst siblings 

(Blake et al., 2008), and could contribute to a preoccupation with body image and a desire to alter 

eating patterns to control this. Culturally bound societal messages about the need to be thin may 

also contribute to this, particularly in Western societies (Izydorczyk & Sitnik-Warchulska, 2018).  

Research suggests that psychopathologies such as depression and PTSD show symptom 

transmission amongst families, with non-genetically related relatives experiencing similar symptoms 

(Harold et al., 2011; Tower & Kasl, 1996; Yehuda et al., 2001). This contagion effect may also be 

present in eating disorders with suggestion that parents may project a desire to be thin onto their 

children or model unhealthy eating behaviours (Park et al., 2003; Rusell et al., 1998). Additionally, 

the impact of having an eating disorder may influence the ability to parent effectively and may be 

associated with discordant marital and family relationships that in turn increase the risk of eating 

disorder pathology (Park et al., 2003). Contagion effects of AN have also been reported amongst 
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peers (Allison et al., 2014; Vandereycken, 2011), with studies finding that peer’s body mass is 

negatively associated with the likelihood of an individual having AN (Costa-Font & Jofre-Bonet, 

2013). However, little research has investigated symptom transmission or contagion between 

siblings. Given the competitive and comparative nature of AN and the fact that siblings are 

frequently in the high-risk age groups simultaneously, it is surprising that this has not been 

considered.  

The cognitive interpersonal maintenance model of AN suggests several factors are relevant 

to the development and maintenance of the illness, including thinking styles, social and emotional 

factors, the valued nature of the condition and the reactions of others (Schmidt & Treasure, 2006; 

Treasure et al., 2020; Treasure & Schmidt, 2013). Trauma is a possible predisposing factor that may 

be shared among siblings: approximately two thirds of people diagnosed with AN report having 

experienced a major life event or trauma in the year leading up to the illness (Schmidt et al., 1997). 

Relational problems within the family or with friends are commonly cited traumatic events that may 

equally affect a sibling. Alternatively, the traumatic event of witnessing a sibling develop AN may 

constitute a non-shared factor that precedes the development of eating disorders in siblings. Figure 

1 depicts how stressful life events, in combination with increased awareness of body size and social 

comparison, may be predisposing factors for the development of AN.  

Figure 1 



ANOREXIA NERVOSA: EATING DIFFICULTIES IN SIBLINGS 60 

From the Cognitive Interpersonal Maintenance Model (Treasure & Schmidt, 2013): How 

Social Processing Difficulties Influence the Development and Maintenance of AN.

 

Evidence suggests that rigid- and detail-focussed thinking styles are common in people with 

AN and may be both predisposing and maintaining factors of the illness (Treasure & Schmidt, 2013). 

These features may have genetic links, with well siblings of people with AN exhibiting weak central 

coherence (Kanakam et al., 2013; Roberts et al., 2013; Tenconi et al., 2010) and showing similar 

deficits in set-shifting (Holliday et al., 2005; Tenconi et al., 2010). A rigidity of thinking patterns 

amongst parents may make them more likely to respond to their child in a way that is controlling or 

critical (Corfield, 2014), therefore creating a stressful home environment for the whole family. 

Alternatively, parents may become overly permissive in an effort to reduce tension in the home, 

potentially enabling the continuation of disordered eating.  Either of these responses may 

unwittingly maintain the illness (Halvorsen et al., 2013; Treasure & Schmidt, 2013), and may increase 

sibling’s worry or cause them to take on a new role in the family. Many siblings of people with AN 
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report their roles in the family changing following the development of the illness: becoming carers 

themselves, mediators in family disputes or becoming distanced from the family (Maon et al., 2020). 

The combined difficulties of changing family roles, coupled with feelings of fear, guilt and sadness 

about their sibling’s illness (Cook-Darzens et al., 2005; Dimitropoulos et al., 2009; Garley & Johnson, 

1994; Jungbauer et al., 2016), make this experience very distressing. Additionally, well siblings may 

struggle to discuss their feelings due to a reduced availability of family members and a desire not to 

burden them further (Arcelus et al., 2013; Karlstad et al., 2021). These difficulties are discussed in 

the model as social and emotional maintaining factors.  

Despite evidence of the impact of AN on siblings and the possible increased risk of eating 

disorder pathology, support for siblings is not routinely offered. Although they may be included in 

family therapy, the dominant treatment for adolescents with AN, this does not focus on their 

individual needs. Siblings may be reluctant to discuss their own difficulties for fear of adding extra 

burden to their family (Maon et al., 2020). Research is needed to investigate where to best target 

support and what forms of support would be beneficial. By exploring the experiences of people who 

have both witnessed a sibling with AN and had restricted eating themselves, this research aims to 

investigate what relevant factors led them to develop a similar illness, particularly considering the 

potential contagion of AN. I aimed to answer the following research questions: 

• How did having a sibling with AN influence participants’ own eating 

difficulties? 

• What factors do participants think were relevant to the development of 

eating disorder symptomology in themselves and their siblings? 

• What were participants’ experiences of support following their sibling’s 

difficulties? 

Method 



ANOREXIA NERVOSA: EATING DIFFICULTIES IN SIBLINGS 62 

Design 

A Reflexive Thematic Analysis methodology (Braun & Clarke, 2019) was used for this study, 

allowing for identification of themes across the data set that could give specific ideas for systemic 

change. Interpretive Phenomenological Analysis was also considered as an appropriate methodology 

but was discarded due to a wish for this research to provide clear implications for clinical practice 

without the need to focus intently on individual experiences and because the use of psychological 

models to develop the research fits better with Thematic Analysis (Braun & Clarke, 2021).  

Data Collection  

I developed a semi-structured interview guide based on the principles of the cognitive 

interpersonal maintenance model of AN with additional questions around the development of 

eating difficulties. It focussed on the following areas: broad experiences of eating difficulties in 

interviewees and their siblings, relevant factors in the development of disordered eating, 

management of emotion and what support would have been useful (see Appendix E). Proposed 

questions were reviewed by an individual with lived experience from the eating disorder support 

group at the University of Exeter., a pilot interview was conducted with an individual with 

experience of a sibling with AN but no eating difficulties herself. This individual was chosen due to 

the specific nature of the sample population for this study and the potential difficulty recruiting 

participants during the COVID-19 pandemic. The interview schedule was then revised to reduce the 

number of questions and make them more targeted to the research questions.  

Ethics 

This study received ethical approval from the University of Exeter ethics committee (see 

Appendix A). Participants were given an information sheet (see Appendix B) and returned a signed 

consent form prior to participating (see Appendix C). Due to the sensitivity of the topic, participants 

were offered to skip questions, pause, or stop the interview at any time and were reminded of this if 

showing signs of distress. At the end of the interview, I checked on the participants wellbeing and 
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offered a debrief (see Appendix D). All participants have been given a pseudonym and identifying 

details have been omitted from transcripts. Demographic information about participants is 

aggregated rather than presented individually. 

Participants were given details of my social media pages for them to access a final version of 

this study. I have taken care to be respectful and non-judgemental in representing the views and 

experiences of participants.  

Participants 

Participants who had witnessed a sibling with AN and then developed some restrictive 

eating difficulties themselves were recruited. Restrictive eating difficulties were defined as limiting 

food intake (with or without increased exercise and purging), with a desire to alter their body shape 

or weight for a period of at least three months, resulting in them rapidly losing weight or becoming 

underweight. Participants were required to be over the age of 16, to have been at a healthy and 

stable weight for a minimum of three months and not currently experiencing mental health 

problems. Where participants were unsure of their sibling’s diagnosis or where no formal diagnosis 

of AN had been given, this criterion was assessed according to whether their sibling had restricted 

their eating for a significant period causing them to lose a significant amount of weight and resulting 

in them receiving a healthcare intervention for an eating disorder. 

Recruitment was done through online adverts on social media sites: Twitter, Instagram and 

Facebook (see Appendix F). Paid-for adverts on Facebook and Instagram were targeted at people 

who followed prominent eating disorder accounts, such as national eating disorder charit ies, and 

those who were interested in diet, nutrition or mental health subjects. Recruitment was worldwide 

but targeted at English speaking countries to maximise the chances of finding eligible participants. 

Adverts were also posted on research platforms - MQ: Participate and Call for Participants – and on 

two charity websites in the UK and in the USA. 
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Participants who registered interest and were assessed as eligible were invited to a Zoom 

interview. Ten participants (nine women and one man) completed interviews lasting 40-50 minutes 

and were included in the study. A further male participant was interviewed but subsequently 

deemed ineligible due to not meeting the eating issues criteria. One participant chose a telephone 

interview.  

Data Analysis Strategy 

I conducted a Reflexive Thematic Analysis guided by the principles set out by Braun and 

Clarke (Braun & Clarke, 2006, 2019; Byrne, 2021). I employed an interpretivist paradigm, focussing 

on how the meanings made by participants of their experiences may be influenced by my own 

experiences and knowledge (Byrne, 2021). I used both inductive and deductive approaches (Braun & 

Clarke, 2019), such that theory was used to guide my interview questions and influenced my 

perspectives of how to interpret the data, but open coding was used to understand the meanings 

made by participants rather than fitting these to a theory.  Cross-checking of part of one transcript 

by three other researchers allowed for a meaningful discussion around different perspectives of the 

participant’s experience, and helped me to consider the impact of my knowledge and assumptions 

on my interpretation. 

I followed the six steps for thematic analysis shown in Table 1. This was not a linear process; 

I moved iteratively between phases, regularly returning to the original transcripts to ensure that 

emerging themes were grounded in the data. 

Table 1 

The Six Phases of Thematic Analysis Described by Braun and Clarke (2006, 2019) 

Analysis step Process 
1. Familiarisation with the 

data 

• Listening to and transcribing interviews  
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• Making initial notes of my impressions and 

understandings of the data 

2. Generating initial codes • Making semantic and latent codes using nVivo 

software 

• Developing codes individually for each transcript  

3. Generating themes • Moving between the transcript and codes, starting 

to develop initial themes 

• Making paper notes of ideas for emergent themes  

4. Reviewing potential 

themes 

• Going over and defining potential themes and 

sub-themes 

• Checking that themes are representative of the 

data 

5. Defining and naming 

themes 

• Defining boundaries for each theme 

• Ensuring that data extracts to support the theme 

are representative and compelling 

• Revisiting names of themes 

6. Producing the report • Reorganising themes to ensure that they are 

coherent in the final write up 

 
 

The analysis is structured around highlighting the richness of quotes from participant’s 

interviews. Although this may differ from some reflexive thematic analysis approaches, Braun and 

Clarke have acknowledged that there are many different ways of approaching the process (Braun & 

Clarke, 2020). For each sub-theme I identified a list of supportive quotes, I chose quotes for the 

write-up based on their relevance to the theme and significance to the participant’s story.  
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Reflexivity 

In approaching this research, I was aware that my position as a white, female, trainee clinical 

psychologist would influence my questioning during the interviews and my interpretation of the 

data. Throughout the interview process I kept a reflexive diary (see Appendix G) to record my 

feelings and assumptions, and how participants’ accounts fitted with my prior knowledge (Tobin et 

al., 2004). To increase validity, I documented decisions I made during my analysis and rationales for 

these (Nowell et al., 2017). 

Analysis 

Participants were aged between 21-33 years of age (mean= 26.7), all identified themselves 

as white. Seven were resident in the UK, with the remaining three from New Zealand, South Africa 

and Ireland. Two participants had received a formal diagnosis of AN, eight had received no eating 

disorder diagnosis. Four reported previous episodes of depression, one had previously received a 

bipolar type 2 diagnoses and one an obsessive-compulsive disorder diagnosis.  

All participants reported having a sister with AN; in one case this was undiagnosed and in a 

further case the participant was unsure of formal diagnosis. Participants had between one and six 

full siblings (mean=2.1), four reported that their sibling with AN was older, five younger and one was 

a twin. Three had been involved in family therapy for their sibling’s illness. Nine participants 

developed eating difficulties after their sibling’s diagnosis, one developed AN before their sibling but 

relapsed when their sibling was diagnosed. 

The themes and sub-themes developed from the data are shown in Table 2.  

Table 2 

Superordinate and Subordinate Themes Developed During the Analysis 

Superordinate theme Subordinate theme 
Eating difficulties were influenced by sibling’s 
AN 

Emotionally charged mealtimes at home 
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Eating Difficulties were Influenced by Sibling’s AN 

Emotionally Charged Mealtimes at Home 

Mealtime supervision, a key part of treatment for AN, is often very difficult for people with 

AN who feel fearful and stressed at the prospect of having to eat, and for their families who are 

tasked with enforcing meal plans. Several participants spoke of how this caused them to associate 

mealtimes with stress. 

Sophie: “There was a lot of stress a lot of crying and shouting and throwing food and things, 

which doesn't really help when you have your own digestive issues.”  

Participants also discussed the difficulties of having to follow controlled eating plans and 

show a good example. 

Holly: “I felt sort of trapped by it, it was always like ‘you have to eat enough to show her a 

good example, you have to’.” 

Losing control of their eating patterns and diet appeared to be a trigger for some 

participants to restrict their eating as a way of feeling in control as soon as they could. Four 

Comparison and competition 
 
Increased focus on body image and diet 

Changing eating patterns to manage difficult 
emotions 

Feeling responsible for a sibling with AN 
 
Restricting eating to manage emotions 
 
Traumatic experiences increasing the need for 
control 

Systemic pressure to be thin Family beliefs about diet and body size 
 
The thin ideal 
 

Finding appropriate support was difficult for 
participants 

Being the well sibling 
 
Difficulties getting support 
 
Types of support that may have helped 
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participants spoke of restricting their eating once they left home and were no longer being 

pressured to eat.  

Sophie: “When I went away to university I just kind of saw it as like an opportunity that like 

they can't worry about me now, I’m not at home anymore so I saw it as free rein to sort of restrict a 

lot more dramatically.” 

In contrast, Andrea stopped restricting her diet when at university as she learnt more 

healthy patterns of eating from those around her.  

Andrea: “I think it was just kind of seeing people having like three meals a day and like 

having snacks in between and not worrying about like the fat content and certa in foods.” 

The pressure to eat a lot when at home was also a means of reassuring parents that they 

were well. However, Heather found that this led to her restricting before and after a visit home, 

despite having a mostly healthy eating pattern now.  

Heather: “I was always very conscious that when I would go home I’d be eating loads and so 

I’d have to be careful the week after, in my head I’m always like ‘you're going home, you're going to  

be eating loads make sure you don't eat too much in the week after or week before’.” 

Comparison and Competition 

Body shape comparisons were discussed by all female participants but appeared to be 

particularly important for participants who had only one female sibling.  

Sophie: “She was 13 at the first diagnosis and I was 16  so it wouldn't have made sense any 

way to compare our bodies, but I definitely did, and I definitely felt very jealous of her in a sick 

sense.” 

Sophie’s account suggests an awareness that wanting to be as thin as her sister was 

unhealthy but that there was a part of her that still aspired to be that way. For Andrea, this 
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comparison was an imagined sense that others, including her sister, were expecting her to look a 

certain way, underpinned by a societal norm of thinness as an aspiration. 

Andrea: “The feelings of just like she's older than me like, quite substantially older than me 

and she's wearing smaller dress sizes than I am, like what does what must she think of me, or what 

does that mean about me.” 

A desire for thinness was not the only basis for comparison; Holly spoke about restricting her 

eating to appear strong and perfectly healthy rather than thin, but also spoke of feeling competitive 

with her sister.  

Holly: “I’m naturally quite competitive as well, so as soon as her eating disorder started 

comparing then I’d naturally compare back you know, want to be better.”  

This sense of competition could lead to a cycle of siblings triggering one another to restrict 

their eating. This was described by Chloe who developed AN first and struggled whenever she 

noticed her sister becoming thinner. 

Chloe: “We went shopping and she was tiny, and I remember that made me feel rubbish 

again and I started to restrict my eating, I don't know what it is, is it a fear of she's going to be 

thinner than me?” 

In some cases, comparisons between siblings were explicit. Rachel described her sister 

becoming violent towards her out of jealousy when she became thinner.  

Rachel: “She'd had to gain weight and she was a healthy weight, and I went in quite 

underweight which she didn’t like so she used to beat me up.” 

Rachel did not have a desire to be thinner than her sister but stated that experiences like 

this brought up difficult emotions that perpetuated her mental health struggles and restrictive 

eating.  
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Increased Focus on Body Image and Diet 

Even for those who did not directly compare their bodies to their sibling’s, the increased 

focus in the home on diet, exercise and body image could be contagious.  

Paul: “The constant conversations about food have definitely made me think about food and 

I’d mirror that behaviour and check what’s in food and obsess a bit more.”  

Paul did not have eating difficulties before his sister became unwell but had experienced 

anxiety; an increased awareness of food became something for him to worry about and want to 

have control over.  

The focus on diet and weight within the home when someone has AN can be inescapable 

and for participants this could make recovery difficult. Rachel discussed the need to have space from 

her sister and to prepare mentally for visiting her as she is aware that visits can be a challenge in her 

recovery.  

Rachel: “In my recovery I haven't been able to forget about having an eating disorder 

because my sister speaks to me every day about it, and I have to visit her every week when she 

weighs five stone and has a tube up her nose so it's just really difficult to ever move on from.”  

Changing Eating Patterns to Manage Difficult Emotions  

Feeling Responsible for a Sibling With AN 

Participants took on responsibility and guilt for their sisters eating disorder for a range of 

reasons including not noticing it early enough, thinking that they caused it and being unable to save 

them.  

Andrea: “I've felt like I could be the one to like save her, like if I was as thin as she was or just 

maybe not as thin as her, but maybe like an acceptable level of thinness to her and she saw me 

eating, then she might think it wasn't so bad to eat.” 
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For many this assumed responsibility resulted in failed attempts to help their sibling, 

bringing about complex emotions.  

Rachel: “I just had too much hatred to myself, I think I blame myself for (sister) as well. I told 

myself if anyone can get her better I will, so I think mine was more a hatred towards myself.” 

Over several years of witnessing a sibling with an eating disorder, through cycles of relapse 

and remission, emotions and attitudes towards a sibling may change. Andrea explained her changing 

emotions following her sister’s relapse after having tried many times to help her.  

Andrea: “I think at the start I was kind of like her champion, ‘I'm there for you, I will do 

anything for you’, and it was after a few years of her consistently lying to me about it all that it just I 

just felt quite betrayed.”  

Others took on responsibility for their sibling as a way of helping their parents.  

Sophie: “I wouldn't say I parented as such, but I definitely felt very responsible, felt very 

guilty, I felt like it was my job to help and stuff which you know I didn't mind helping, but I do think 

the stress again played a big part in later mental health issues.”  

Hannah felt that her attempts did help her sister recover, however, this placed a high 

responsibility on her to help.  

Hannah: “I think it actually brought us closer together because she sort of, not listened to 

me, but I could reason with her more than what my mum could.” 

Restricting Eating to Manage Emotions 

All participants described having strong emotions towards their sibling when they were 

unwell with AN. For some, the intensity of emotions and difficulty knowing how to manage them led 

to increased anxiety, depression and restrictive eating patterns as a way to cope.  
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Sarah: “I think a lot of it would just be in times of stress when I felt like I needed to control 

something.” 

Stress was often borne out of fear and uncertainty of what might happen. Many participants 

feared for their siblings’ lives when they were unwell and struggled to know how to cope with this 

feeling. 

Bobbi: “I found it incredibly scary at the time, it felt like an overload of fear all the time that 

something was going to happen long-term and that she was essentially just killing herself slowly.” 

For many participants emotions were complex, changing and difficult to discuss.  

Sophie: “I definitely think that anger is a difficult emotion to process, especially because I can 

feel very guilty over anger, like the anger that I felt towards my sister, I still feel very, very guilty over 

that and I haven't forgiven myself for the way that I treated her.” 

Although participants described restricting their eating to feel more in control and to 

manage emotions, they were also aware that this compounded the guilt they felt for acting in a 

similar way. 

Paul: “I am such a hypocrite because I’m just endorsing this behaviour but then on the other 

hand trying to stop this behaviour.” 

Traumatic Experiences Increasing the Need for Control 

Bobbi and Rachel spoke about emotional and physical abuse from their parents which they 

thought may have influenced their illnesses. No other participants mentioned any forms of abuse. 

However, several mentioned other difficult childhood experiences, such as marital discord and 

divorce in parents shortly before or after the development of an eating disorder. Several participants 

cited this as a factor in triggering difficult emotions and wanting a sense of control that could be 

achieved through restricting their eating.  
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Chloe: “I think the trigger was when I turned 14 my mum had an affair, and I think the shock 

of it was just you know really devastating as a teenager and I think my immediate reaction was, you 

know that's something I can control like I’m going to stop eating.”  

Experiences of health issues either for participants or for their parents were also mentioned 

as factors increasing emotional distress and a wish to have more control.  

Heather: “My dad had a heart attack when I was about nine and my sister was six, I 

remember my mum fully going on a health kick then… my mum was like we need to be healthier as a 

family.” 

Systemic Pressure to be Thin 

Family Beliefs About Diet and Body Size 

Family scripts around a need to be thin and modelling from parents around eating was 

discussed by many participants as a possible antecedent to their eating difficulties. These included 

observations of parent’s approaches to their own diets. 

Heather: “Mum does that thing, where she’ll also punish herself, she’ll be like ‘Oh well, I 

shouldn’t have that piece of cake, because I didn't go for walks today.”  

There were also accounts of parents giving explicit instructions to their children to be thin. 

Bobbi: “(My father) would very often restrict what we ate and how much of it we were 

allowed to eat, and there were a lot of different rules for everybody in our house because we looked 

different.” 

Bobbi thought that instructions from her father on what she and her sisters could eat was a 

causative factor in all her sisters developing eating disorders.  

Thinness as an aspiration is so ubiquitous in Western society that some parents may try to 

help their children with staying slim without realising the potential negative consequences of this.  
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Sophie: “(My mother) sort of said to me ‘Oh, you know you can try this diet that I tried when I 

was your age and that'll help’ and obviously she regrets that now, but at the time she just thought 

that was normal, like teenagers go on diets.” 

This was not consistent across all participants; Holly remembers no unhealthy attitudes from 

her parents towards food whilst growing up. 

Holly: “We’d never been restrictive at all at home, and I’d never seen my parents diet or 

anything like that.” 

The Thin Ideal 

Messages around the thin ideal were seen to be widespread in the media, schools and in 

general society. Viewpoints on thinness were often dissonant, with participants acknowledging that 

AN was an awful illness that they would not wish on anyone, whilst also holding aspirations towards 

thinness. Several were aware of this contradiction and spoke of the difficulty of wanting to manage 

their weight but not become unwell.  

Hannah: “I didn’t like what I’d seen on her, I don’t think she looked good, she looked ill, I 

remember thinking I would never want that to happen to me sort of thing. But kind of very similar 

did.” 

There were different ways of managing this dissonance: Sophie has learnt that it can be 

difficult for her to diet without it becoming unhealthy for her.  

Sophie: “I always felt like you should straddle the line between being just you know just thin 

enough and go no thinner than that, and that was what I was like my sister is gone too much that 

way she let it get out of control, but I have it in control, I can just do it just enough.”  

Other participants managed dissonance by distancing themselves from their sisters’ illness 

and minimising their difficulties. 
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Sarah: “You don't have anorexia because you know what that looks like so what are you 

doing, like feeling like you're kind of making a fuss.” 

This initially increased Sarah’s wish to restrict her eating but this passed over time.  

Sarah: “There were periods where I would have like imposter syndrome and I would be like 

well I’ve just got to like double down on this and I’ve gotta really restrict because then it wi ll justify 

what I’m doing. But then, on the other side of that, probably towards the end of the peri ods, I would 

be like well I just need to stop, because this is ridiculous and I’m better than this” 

An awareness of the possible dangers of trying to be thin and a worry about becoming as 

unwell as their sibling was protective in preventing further eating difficulties.  

Heather: “I think I worry that if I was to get into the same habit as my sister like I’m very 

conscious of it, like I don't calorie count now, I don't weigh myself, I don't do any of that because I 

almost worry that I would end up like her.” 

Finding Appropriate Support was Difficult for Participants 

Being The Well Sibling 

Talking about emotions in the family could be difficult as participants did not want to burden 

their unwell sibling with their problems or make their illness worse. However, for some participants, 

siblings could also provide a source of support, particularly when both had recovered from similar 

illnesses as this fostered a sense of shared understanding.  

Bobbi: “We confided in each other a lot, we found a lot of support and love with each other.” 

Participants sometimes found it difficult to speak with their parents about their difficulties 

and this could make it difficult for parents to be aware of the struggles of their other children.  

Heather: “I thought, they’ve got one unwell child they don’t need another one, so I’ve just 

never really spoken to them about it.” 
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There was an awareness that parents may be struggling to cope themselves and participants 

did not wish to burden them with their feelings. Sarah articulated her role in trying not to put extra 

pressure on her parents.  

Sarah: “Everyone's like rallying around to look after this person and you feel like you kind of 

have to be the mature one and, like not get into much trouble and just make sure that you're looking 

after things because you don't want to put extra stress on what is already going on.” 

This led to increased difficulties with eating as an alternative way to cope.  

Sarah: “It's like you don't know how to open up to these people around you so here's 

something that you can do to control everything that's overwhelming.” 

A difficulty in discussing issues with parents may also have been due to a lack of time spent 

together as parents were busy supporting their child with AN. Andrea felt upset and angry that her 

needs are still never prioritised. 

Andrea: “They always put her needs like in front of mine at my expense, like not just even like 

when it doesn't affect me, like when things you know would kind of harm me, it would be her needs 

first”. 

However, other participants stated that their siblings’ illness brought them closer together 

as a family. 

Sophie: “I think I actually became more dependent on my mum because of the whole thing 

and possibly her on me as well a little bit like we became close.”  

The intense and continuous nature of AN means that carers are often subject to burnout and 

often siblings take on the role of offering support. Heather spoke about the isolation she felt when 

supporting her sister to allow her parent’s respite. 
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Heather: “It was just me and her and I couldn't really leave her in the house alone, so I was 

just trapped for a month with her the only time I went out was either to walk the dog or go to the 

shops it was just a bit of a hermit life.” 

Speaking up about feeling overwhelmed could also conflict with a sense of duty and the 

values of participants, making it difficult for them to seek help.  

Sophie: “I wouldn't have felt like I could say you know that it's a bit too much or whatever, 

because I did grow up in a Christian household as well, so it was very much like, you know, you should 

self-sacrifice.” 

Although participants expressed a desire to support their family, at times this could feel 

overwhelming. Paul felt intense pressure at the need to be the one to support his sister as he 

worried that his family did not take her illness seriously. This has led to pressure within the family 

and a difficulty communicating his needs for fear of hypocrisy.  

Paul: “I am the one person that she hates, because I am the one person who tries to interfere 

with the eating disorder and help. My mum says ‘just be her brother’ and I’m like, ‘well I could be her 

brother if you were helping her, and then I could stay out of it ’.” 

Difficulties Getting Support 

Possible barriers to seeking support are numerous and several participants alluded to 

worries about being stigmatised, being unsure how to seek help or their needs not being great 

enough to need professional intervention. Andrea said that she struggled to ask for support because 

her parents were busy, and she was worried about being assumed crazy or being put in hospital. 

Andrea: “I just thought I’d be in trouble I didn’t know what was okay, and what wasn't okay, 

in terms of the mental health spectrum.” 
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Despite therapeutic interventions being widely offered to siblings with AN and some 

participants attending family therapy sessions with their sibling, no participants in this study were 

offered individual support from a professional because of their sibling’s illness.  

Most participants who had sought support pursued this themselves and either had private 

therapy or six sessions of individual therapy. Others participated in their sibling’s family therapy but 

found that this did not help in supporting them and could add to the difficulty of their sibling ’s 

illness. 

Sophie: “I would have liked it if I’d had one-on-one, but they didn't offer that, it was just as 

the whole group, and I think my sister found it really embarrassing as well, and I remember the 

counsellor was asking me about how I felt about my parent’s divorce in front of my parents. I 

remember thinking ‘How is this helpful for me?’.”  

Types of Support that may have Helped 

There was a desire amongst all participants for more support when their sibling became 

unwell. They suggested that individual support, education in schools and support groups might have 

helped them to understand and manage their emotions around the situation at home.  

Andrea: “Just having someone to say ’It's okay if you're feeling xyz, it's normal to feel xyz 

even though it's like a scary feeling to have but it's normal and that's like in the normal experience, 

how can we help support you through that?’” 

Support for parents to help them cope better with difficulties was also suggested as 

potentially being beneficial and may allow them to better support other siblings in the house. 

Holly: “If my parents had some of the load taken off them, I feel like I don't know if my 

problems were serious enough to need serious psychological help, it was more I just needed the 

support of my parents.” 
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Despite a struggle for support, all participants in this study had learnt to manage their eating 

difficulties. For some this was due to having space from their unwell sibling or their sibling also being 

in recovery. 

Holly: “I think the main thing was, that helped was just distancing in me being away at Uni 

and then that kind of allowed (sister) to shut me off, as part of the disorder and resolved all those 

issues.” 

This signifies both a desire for a range of different supports to be put in place but also an 

acknowledgement that even with extensive support, sometimes getting distance from an unwell 

sibling and space to recover may be essential. 

Discussion 

This research aimed to investigate the perspectives of siblings of people with AN on factors 

they deemed to be relevant to the development of their own eating difficulties and how they 

navigated their sibling’s illness and their own recovery. Having a sibling with AN had a huge impact 

on the lives of all participants, most of whom were adolescents when their sister’s illness began. 

Feelings of responsibility for their sibling, changed roles within the family and a need to present as 

healthy were consequences of their sibling becoming unwell and impacted on participants’ 

wellbeing. In addition, traumatic experiences and a want to gain control of difficult and uncertain 

situations were a catalyst for eating difficulties. Direct effects of witnessing a sibling’s illness and 

treatment, such as an increased focus on food and body weight, comparisons between siblings and 

having to role-model eating were all pertinent factors in participants’ own struggles with eating. 

Societal idealisation of thinness and difficulties in accessing appropriate support presented barriers 

for participants in getting well. 

Consistent with some previous findings, participants in this research described their body 

image being influenced by their sister’s (Jungbauer et al., 2016); this effect was stronger for younger 
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siblings (Tsiantas & King, 2001). In this study, participants appeared particularly susceptible to 

comparison with one another if they were both sisters with no other siblings, but age order did not 

appear to be relevant. Comparisons both encouraged restrictive eating and motivated participants 

to eat to avoid becoming as unwell as their sister. Several participants held both views concurrently 

and discussed a previous desire to find a perfect level of thinness. These aspirations were 

underpinned by systemic messages around thinness being desirable, notably all participants were 

white and came from Western cultures where slimness is idealised. An idealisation of thinness was 

pervasive amongst several of the participants’ families, with all but two talking about their parents’ 

own restriction of certain foods, encouragement of compensatory eating behaviours or general 

negative attitudes towards fatness. This may evidence a contagion effect in families where parental 

beliefs about the value of thinness and an expressed desire for their children to be slim translated 

into restrictive eating patterns in participants and their siblings (Park et al., 2003). For participants in 

this study, all of whom had recovered, this had at some point been outweighed by an understanding 

of the risks of the illness and the detrimental impact it has on lives. 

The cognitive interpersonal maintenance model states that poor social connections may be 

linked with the maintenance of AN and that establishing connections with others is an important 

part of treatment (Schmidt & Treasure, 2006; Treasure et al., 2020; Treasure & Schmidt, 2013). 

Interviewees described changed family relationships following the onset of AN in a sibling and for 

many this resulted in increased distance from their family. Furthermore, several participants spoke 

of traumatic events in the family that immediately preceded the development of AN within the 

family and led to strained relationships. This may have increased susceptibility to eating difficulties 

in participants. Reconnecting with family whilst a sibling still has AN may make recovery difficult; 

participants only felt able to recover when their sibling recovered or when they were able to 

distance themselves from their family and make connections with others.  
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Feelings of sadness, fear and responsibility have been well documented in well siblings of 

people with AN (Areemit et al., 2010; Dimitropoulos et al., 2009; Fjermestad et al., 2020; Garley & 

Johnson, 1994; Maon et al., 2020). Consistent with the cognitive interpersonal maintenance model 

(Schmidt & Treasure, 2006; Treasure et al., 2020; Treasure & Schmidt, 2013), some participants said 

that their eating difficulties arose as a consequence of the stress of managing intense emotions 

following their sibling’s illness. This link between stress and eating difficulties is consistent with other 

research (Ball & Lee, 2000; Costarelli & Patsai, 2012; Kupeli et al., 2017). Sources of stress included: 

relational tensions within the family, major life changes and taking on responsibility for their sibling’s 

health. Several participants found it difficult to discuss their emotions due to not wanting to burden 

parents, parental availability, and shame around the content of these emotions. Minimisation of 

their difficulties and feeling that these were not sufficiently bad to seek support were also barriers 

for participants in getting help. 

My construction of themes was heavily influenced by systemic theory. I developed the 

‘systemic pressure to be thin’ theme based on the idea that participant’s views on the value of 

thinness had been formed by the scripts around this from the family and the wider world (Byng‐Hall, 

1985). In some cases learnt scripts around body size had been challenged by their sibling’s illness, 

this is reflected in ideas that there might be an ideal level of thinness. In addition, the onset of AN in 

the family appeared to disrupt scripts around family roles and in some cases cause participants to 

take on a role that may be inconsistent with their idea of the family life cycle (McGoldrick & et al., 

2011). This is evident throughout the themes but particularly in descriptions of participants adjusting 

their relationships with family members and in taking on caring roles. Additionally, roles within the 

family may be directly affected by a sibling’s body size, both through the illness eliciting care giving 

behaviours from family members and through how body size might position someone in the family 

order. 
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Strengths and Limitations 

The integration of multiple perspectives and experiences in this research is beneficial in that 

it has allowed me to develop overarching themes, combining my interpretation of participants’ 

stories and previous research. However, the need to synthesise all the complex and contradictory 

accounts mean that the analysis may be reductionist, losing some of the rich detail contained in 

individual interviews.  

The population was relatively homogenous in that all participants came from Western 

cultures and identified as white and cis-gendered. In common with much research in the field of AN, 

only one participant was male (Scutt et al., 2022). Although this research presents the narratives of 

specific individuals and therefore may not be generalisable to the wider population, increasing 

diversity among participants may have allowed for a broader range of participant experiences and 

interpretations. This may have allowed for a richer exploration of nuances and contradictions in my 

interpretation and analysis of the data. 

One participant developed AN before her sibling and relapsed after her sibling became 

unwell. I chose to include this participant in recognition that the development of eating disorders is 

often not linear, meaning that although most participants developed eating difficulties after their 

sibling, many also described unhealthy relationships with food or their bodies prior to this. The 

experiences of this participant may have differed from others in the study, for example she did not 

feel the same pressure to change her behaviour to look after her sister. For such instances where 

this experiences of this participant were judged to be because of the order in which the illness 

affected each sibling, contradictions from the main data set were noted but not remarked upon in 

the write up of the research. 

The reflexive thematic analysis may differ from other practices and as a novice researcher 

there are things that I would do differently if I were to repeat this analysis such as linking my 

interpretations of the data more clearly with theory and including a more in-depth analysis. My 
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analysis could have been improved by using Yardley’s evaluative criteria, this may have allowed me 

to consider more carefully the context of the interviews and to present my own exposure to theory 

and how this influenced my interpretation of the data (Yardley, 2000). 

Reflexivity 

As a white female with no history of an eating disorder and limited experience of working 

with people with eating disorders, I am aware that many of my preconceived ideas regarding eating 

disorders were based in my reading and in cultural narratives around the illness. For example, in my 

reflexive journal I noted that I held an assumption that all participants would subscribe to an 

idealisation of thinness and that seeing a sister become thinner would bring about some ideas of 

desirability of the illness for participants. Whilst the thin ideal was present in my interpretation of 

the data, I also recognised contradictions to this and that for many emaciation was not seen as 

aspirational.  

Throughout this process, it was difficult to separate my dual roles of researcher and 

clinician; this was particularly difficult when speaking to participants who had had negative 

experiences of the health system. In these instances, I found myself becoming critical of the system 

and wanting to support participants rather than engaging with the content and meaning that 

interviewees were providing.  

Staying engaged with participants’ experiences both during interviews and analysis was also 

challenged by the dominant positivist narrative present in Clinical Psychology (Breen & Darlaston-

Jones, 2010). At times I felt myself being steered towards positivist narratives to develop 

generalisable implications. This was influenced by a sense of duty to participants to maximise the 

possible impact of their stories, however, this approach would have done these participants a 

disservice by ignoring the complexities and nuances of their experiences.  
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Clinical Implications 

Consistent with the findings of previous research (Jungbauer et al., 2016; Maon et al., 2020), 

siblings of people with AN wanted individualised support when their sibling became unwell. As a 

potentially high-risk group, individual support should be routinely considered as a preventative 

measure to help manage the stresses of living with someone with an eating disorder and attend to 

other risk factors. Multiple sources of information about eating disorders from mental health 

services and schools would also help in allowing siblings to understand AN and to prevent eating 

disorder psychopathology. 

Advice for parents on how best to support siblings through not pressuring them to eat and 

avoiding comparisons between siblings should be incorporated into treatment for AN.  Family 

therapy should address the potentially changed roles within the family and help to ensure that 

siblings are not taking on parental roles or assuming responsibility for their unwell sibling’s health. 

Work around family scripts and beliefs about body size and diet may also be helpful in reducing 

unhelpful narratives that could put siblings at an increased risk of eating difficulties.  

Consideration should be given to the involvement of siblings in structured eating plans and 

whether this may be detrimental to them. For siblings that develop eating difficulties, thought 

should be given to how to allow them sufficient space from unwell siblings to encourage recovery.  

Further Research 

This research has identified some areas that may be associated with an increased risk of 

eating difficulties in siblings of people with AN. Further evidence is needed into the impact of 

particular risks, such as traumatic family events and obvious comparisons between siblings. Future 

studies may also consider how best to treat cases where more than one individual has AN 

concurrently.  
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Further research is needed into the impact of anti-obesity messaging within families and 

institutions on eating disorder pathology, particularly in siblings and peers of people with AN, given 

the possible contagion in these groups (Allison et al., 2014; Vandereycken, 2011). 

Finally, research into the efficacy of preventative interventions for siblings of people with AN 

would be valuable. Some evidence suggests that a support group for siblings of people with AN may 

be helpful but is it unclear whether this is protective against the development of eating disorder 

pathology (Persico et al., 2021). 

Conclusion 

Siblings of people with AN have an increased genetic and environmental risk for disordered 

eating. This research suggests that the experience of witnessing a sibling with AN can impact on 

family structures and bring up difficult emotions and may affect wellbeing and restrictive eating. 

Additionally, an increased focus on food and body size at home, comparisons between siblings and 

emotionally charged mealtimes could influence eating patterns. Barriers to seeking support such as 

not wanting to burden family members and not seeing their difficulties as deserving of intervention 

were present. However, a desire to avoid the negative consequences of AN and a wish not to 

become as unwell as their sibling provided motivation for participants to eat healthily. Increased 

offers of support for siblings of people with AN to help identify those at risk of developing an eating 

disorder and to offer preventative treatments or early intervention would be beneficial. 

List of Abbreviations 

AN: Anorexia nervosa 
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Appendix B  

Participant Information Sheet 

 
Participant Information Sheet 

  

Title of Project: An Investigation into the Impact of Anorexia Nervosa on Disordered Eating in 
Siblings 

Researcher name: Ellie Scutt 

Invitation and brief summary: 
  
My name is Ellie and I am inviting you to take part in this research project investigating the 
experiences of siblings of people with Anorexia Nervosa. I am specifically interested in interviewing 
people who have had eating difficulties after experiencing their sibling’s Anorexia.  
Please take some time to read through the information in this document and make sure that you 
understand this and are happy with it. If you have any questions or if anything is unclear, please 
contact me using the contact details at the bottom of this document. You may take time to think 
through the study, talk it through with friends or family and consider whether you would like to take 
part. If you choose to participate, I will go through this information with you before you take part and 
ask you to give your consent. 
 
Purpose of the research:   
This research aims to investigate how the experience of living with a sibling with Anorexia Nervosa 
impacts on people’s mental health and on their own relationship with eating. Past research has shown 
that living with a sibling with Anorexia can have a big impact on the whole family. There is evidence 
that the emotional wellbeing of siblings and parents may affected by the experience of helping 
someone to manage a diagnosis of Anorexia. This study will investigate how the experience of living 
with someone with anorexia influenced participant’s own difficulties with eating. In particular we want 
to find out whether there were any things about this experience that may have increased the risk of 
eating difficulties developing. We also want to think about what things might have helped you during 
this time and may have prevented you from becoming unwell.  
 
We hope that the results of this research will be helpful in increasing our understanding of how to 
protect siblings of people with anorexia from becoming unwell themselves. 
 
Why have I been approached? 
You will have seen this research project advertised and have contacted us to show your interest in 
participating. If you have witnessed a sibling managing a restrictive eating disorder (such as anorexia) 
and have experienced difficulties with eating yourself then you are welcome to take part.  
 
What would taking part involve?  
The first step of taking part in this research is a short (10-15 minute) telephone call with me (Ellie). 
This call is to make sure that you understand the study, that you are eligible to participate and that 
you are happy to discuss sensitive information about your eating difficulties and your experiences of 
your sibling’s eating disorder (the interview will focus on your experiences and not the details of your 
sibling’s illness). 
 
Following this call, if you choose to participate you will be invited to take part in a skype interview 
about your experiences. The interview will last around 30-45 minutes and you can choose not to 
answer any questions that make you feel uncomfortable. You may choose to have your webcam on or 
off during this interview. I will make sure that I am in a quiet space for this interview where I cannot be 
overheard. 
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At the end of the interview you will be asked to take part in a debrief with me to ensure that you are 
unaffected by your participation. 
 
 
What are the possible benefits of taking part?  
The main benefit to taking part in this research is that it may help to increase understanding about 
how eating disorders develop and how they are maintained. It may also help us to think more about 
how siblings of people with anorexia can be supported and possibly prevent future siblings from 
developing similar eating difficulties.  
 
You will also be offered entry into a prize draw where one participant from this study will be given £50 
worth of Amazon vouchers.  
  
What are the possible disadvantages and risks of taking part?  
This study involves an in-depth interview about your experiences of eating difficulties and of living with 
a sibling with an eating disorder. It is possible that the questions may bring up some difficult memories 
or may ask about things that are upsetting to talk about. You can choose not to answer a question at 
any point if you wish. The researcher is a Trainee Clinical Psychologist and has experience in 
supporting people with mental health difficulties and in talking about difficult issues. Throughout the 
interview the researcher will check in with how you are feeling and check whether you are happy to 
continue. You may take a break from or end the interview at any time.  
 
If you are in need of further support not related to taking part in the interview, then the researcher will 
direct you to the following support services: 

• BEAT helpline: 08088010677, https://www.beateatingdisorders.org.uk/ 

• Samaritans: 116123, https://www.samaritans.org/ 

• Childline: 08001111 

• For immediate support you will be directed to your local NHS A&E service. 
 
What will happen if I don't want to carry on with the study? 
You are free to stop taking part in the study at any point until the end of the interview. After you have 
completed the interview your data will be anonymised with all identifying information kept separately 
and securely. If you wish to remove your data from the study, you will be able to do so at any point up 
to September 2021. After this all identifying information about you will be deleted and the information 
given by you during your interview will be analysed.  
 
How will my information be kept confidential? 
The University of Exeter processes personal data for the purposes of carrying out research in the public 
interest. The University will endeavour to be transparent about its processing of your personal data and 
this information sheet should provide a clear explanation of this. If you do have any queries about the 
University’s processing of your personal data that cannot be resolved by the research team, further 
information may be obtained from the University’s Data Protection Officer by 
emailing dataprotection@exeter.ac.uk or at www.exeter.ac.uk/dataprotection 

You will be asked to give your address, GP details, email and phone number to take part in the study. 
The information you give about yourself will only be accessible to me (as the researcher). The only 
exception to this will be if you disclose immediate risk to yourself or to others, then confidentiality may 
need to be broken. This may involve passing your details to the police or to your GP, but this will only 
be done in situations where the researcher believes that you are at immediate risk of harm to yourself 
or others.  

Skype interviews will be recorded and will be saved anonymously in a confidential location on the 
university’s system. This will only be accessible by the researcher. Any personal information about 
you, such as your name or contact details, will be saved confidentially on the university secure system 
and separately to this recording. Recordings will be listened to and transcribed by the researcher. In 
some cases, recordings with no identifiable information from the participant may be transcribed by a 
professional at a Transcription Service who provide confidential transcriptions for the purposes of 
research. Once all data has been transcribed and analysed all personal information about participants 
will be deleted (by September 2021) and it will not be possible to withdraw your data. Anonymised 
quotes and sections of text from interviews will appear in the final write up.  

https://www.beateatingdisorders.org.uk/
https://www.samaritans.org/
mailto:dataprotection@exeter.ac.uk
http://www.exeter.ac.uk/dataprotection/
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Anonymised transcripts from the interviews will only be accessible to me as the researcher and my 
supervisors. Transcripts will be kept for one year after my thesis is accepted (expected to be in 2022) 
and will not be kept beyond September 2024. After this date all transcripts will be deleted. 
 
If you are interested in the outcomes of this study, a summary of the results of this research will be 
published on a twitter page that is made for this research following the final submission of the write 
up. 
 
Will I receive any payment for taking part? 
 
All participants will be offered entry into a prize draw with the potential to win £50 worth of Amazon 
vouchers. Participants who withdraw from the study will still be entered into the draw unless they ask 
to be withdrawn from this.  
The prize draw will take part after all the interviews for this study have been completed (around 
October 2021) and the winner will be notified by email and sent an e-voucher. 
 
What will happen to the results of this study? 
The results will be written up and will be submitted as a thesis for assessment as part of the Doctorate 
in Clinical Psychology programme at the University of Exeter. It is hoped that the findings will also be 
published in a relevant journal. Participants will be able to contact the researcher to request a copy of 
the completed thesis once it has been completed and passed by the university. 
 
Who is organising and funding this study? 
This study is being funded by the University of Exeter. 
 
Who has reviewed this study? 
This project has been reviewed by the Research Ethics Committee at the University of Exeter 
(Reference Number….),  
 
Further information and contact details 
For further information please contact: 
 
Ellie Scutt, Trainee Clinical Psychologist and researcher for this study 
07875751682, es716@exeter.ac.uk 
 
Dr Janet Smithson, Research Supervisor and Senior Lecturer in Psychology 
j.smithson@exeter.ac.uk  
 
Gail Seymour, Research Ethics and Governance Manager 
g.m.seymour@exeter.ac.uk, 01392 726621 
 

Thank you for your interest in this project 

 

 

  

mailto:es716@exeter.ac.uk
mailto:j.smithson@exeter.ac.uk
mailto:g.m.seymour@exeter.ac.uk
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Appendix C 

Consent Form 

 

Participant Identification Number: 

CONSENT FORM 

Title of Project: An Investigation into the Impact of Anorexia Nervosa on Disordered Eating in Siblings  

Name of Researcher: Ellie Scutt 

1. I confirm that I have read the information sheet dated.................... (version no.............) for the 

above project. I have had the opportunity to consider the information, ask questions and have 

had these answered satisfactorily. 

 
2. I understand that my participation is voluntary and that I am free to withdraw at any time 

without giving any reason and without my legal rights being affected. 

 
3. I understand that relevant sections of the data collected during the study, may be looked at by  

          members of the research team, a transcription service and individuals from the University of 

Exeter, where it is relevant to my taking part in this research. I give permission for these individuals to 

have access to my records. 

 

4. I understand that taking part involves anonymised interview transcripts to be used for the 

purposes of reports published in an academic publication 

   

5. I agree to take part in the above project. 

 

 
            

Name of Participant  Date    Signature 

 
            

Name of researcher  Date    Signature 

taking consent 
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Appendix D 

Debrief Sheet 

 

Debrief 

Thank you for taking part in this research interview. The purpose of this research was to explore 
your experiences of eating difficulties for both yourself and your sibling. We hope that the interview 
was not distressing and that you found the experience worthwhile. If you have found the experience 
difficult and you would like to speak to one of the researchers about this please contact:  

Ellie Scutt- es716@exeter.ac.uk, (insert telephone number) 

Dr Jasmin Langdon-Daly- jasmin.langdon-daly@somersetft.nhs.uk, (insert telephone number) 

If you have any questions or complaints about this research please contact: 

Gail Seymour, Research Ethics and Governance Manager 
g.m.seymour@exeter.ac.uk, 01392 726621 

 

If you need further support around your difficulties eating or with feelings of continuing low mood 
or thoughts of harming yourself please contact one of the following: 

• BEAT eating disorders helpline: 0808 801 0711, https://www.beateatingdisorders.org.uk/ 

• The Samaritans: 116 123 (24 hours helpline), https://www.samaritans.org/ 

 

Alternatively you may wish to contact your local GP or for urgent enquiries call NHS 111 or go to 
your local A&E department.  

Information regarding the results of this research will be made available on the researcher’s twitter 
page: (insert page). You may also contact the researcher for information on the findings of this 
research. 

  

mailto:g.m.seymour@exeter.ac.uk
https://www.beateatingdisorders.org.uk/
https://www.samaritans.org/
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Appendix E 

Semi-structured Interview Questions 

Thank you for agreeing to participate in this research, as you are aware participation is voluntary and 

you may choose to end the interview or to skip a question at any time. This research is interested in 

your experiences as someone who has witnessed a sibling with Anorexia and who has experienced 

eating difficulties yourself. The questions I will ask are designed to find out more about your 

experiences, some of them may be difficult to answer or sensitive and you may ask to pause at any 

time. At times I may ask for further information on a question or for a bit more detail, this is to make 

sure that I have understood your experience and can accurately summarise this for the research. 

There are no correct or expected answers, you are the expert on your experiences so please share as 

much as you feel comfortable to. 

 

General Experiences 

1. Please could you give me an overview of your experiences of having eating difficulties 
 

2. What were your experiences of living with a sibling with Anorexia nervosa/an eating 
disorder? 
 

3. What support would you have liked when your sibling was first experiencing eating 
difficulties? 
 

4. What, if anything, do you think could have been done to prevent you from developing eating 
difficulties? 

5. Do you recall any significant events from your childhood that may have impacted on your 
eating difficulties? 

 

Family Functioning 

 
6. What were your family relationships like before your sibling became unwell? 

 
7. How did you sibling’s anorexia nervosa affect your relationship with your family members? 

 
8. How did your relationship with your sibling change after they became unwell? 

9. How have your own eating difficulties affected your family relationships? 
 

10. Did you have any other significant relationships that helped or hindered your wellbeing? 
 

11. What was the effect of your sibling’s difficulties on your own body image?  
 

 

Emotional Regulation/Experience of Trauma 

12. What emotions did you experience in relation to your sibling’s illness?  
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13. How did you manage these emotions? 

 
14. What support would you have liked to help you manage emotions and difficulties following 

your sibling’s illness? 
 

15. Did your sibling’s health have any influence on your illness or recovery? 
 

16. What strengths do you have that have helped you to overcome these difficulties? 
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Appendix F 

Advert for Participants 
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Appendix G 

Reflexive Diary Extract 

Experiences as an interviewer 

Feeling nervous as an interviewer- the interview felt familiar in some senses are some similarities 
with a clinical interview, but I am aware that the purpose is very different. I am still aiming to help 
people ultimately but this is unlikely to have any direct benefit to the participant I am talking to. I am 
being trusted with their stories and feel a strong responsibility to them to represent what they are 
saying accurately. I am also aware of the need to look for themes across the data set and I do not 
want to lose the nuances of each participant’s story when doing this…  
 
Beliefs affecting questions 
 
Listening back to this interview I realise that I am assuming that this participant has a desire to be 
thin or would have envied aspects of her sister’s illness when she is clearly telling me otherwise. I 
have grown up in a culture where it is assumed that being thin is better, this participant comes from 
a similar culture and perhaps I am assuming that they have the same experiences as I do on the 
value of being thin. I have not had a sister with AN and therefore my experiences have been 
different. This participant’s motivation for restricting their eating is not what I initially expected but 
makes sense in the context of feeling uniquely placed to take on responsibility for their sibling. This 
fits with my reading around the topic but I am conscious that this experience has been different for 
everyone I have spoken to and that responsibility for a sibling is not one thing. An understanding of 
what an eating disorder is may also not be one thing. I am aware that many participants have been 
given different bits of information on what an eating disorder is and this may conflict with my 
concept (which is based on reading, research and some clinical experience). The sense they make of 
what has happened appears to influence their emotions around this and the meaning they have 
made of the experience. 
 
Attitudes towards food 
Many narratives around eating disorder in the past have looked for someone to blame and 
historically this has focussed on parents. I am aware that AN is a very complex illness and there is no 
one factor that leads to its development. I therefore want to be careful that this research is not 
blaming of people. This has been challenged when participants speak of abuse from care systems, as 
a professional within a care system it feels easier to blame this as I feel a part of it. I am also aware 
that my role here is as a researcher and therefore I cannot be apologetic on behalf of care system 
failings. I am also aware that there is a narrative throughout training of ‘do no harm’ accompanied 
by examples of harm being done in the past. So when I hear of failings it  easily taps into that 
narrative. It is possible that where failing occurred this was not necessarily the ‘fault’ of anyone but 
that there was a lack of knowledge about how best to support people with AN. I should take care not 
to put too much weight on this factor. 
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Appendix H 

An Example of How Themes were Built 

Figure G1 

Example of How Coding Extracts for Themes were Collected 
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Table G1 

Process of Defining Themes for the Analysis   

 

Potential 
theme 

Changing 
relationships 
with family 

Influence on 
Eating 
behaviours 

Factors 
influencing 
development 
of AN 

Wellbeing 

Subjects 
covered 

Being the 
well sibling 
 
Not wanting 
to burden 
others 
 
Changed 
relationship 
with sibling 
and parents 
 
It’s all about 
her 
 
Our 
relationship 
revolves 
around food 
 
Taking on 
responsibility 
 
Parental role 
 
Frustration 
towards 
parents 
 
Admiration 
for parents 
 
I need to get 
sister better 

Motivation 
to get better 
 
I don’t want 
to be like 
her 
 
I want to be 
like her 
 
Comparison 
and 
competition 
 
Focus on 
weight and 
shape 
 
Eating being 
controlled  
 
Sisters 
influencing 
each other 
 
Pressure to 
role model 

Abuse 
 
Attitudes of 
parents 
towards 
food/diet 
 
Comments 
from 
school/outside 
world 
 
Comments 
from family 
 
Loss 
 
Family 
management 
of emotion 
 
Thin Ideal 

Emotion 
management 
 
Understanding 
of AN   
 
Guilt and 
anger towards 
sibling 
 
Ambivalence 
towards AN 
I am not like 
her 
 
Imposter 
syndrome 
 
Reluctance to 
admit positives  
Emotion 
management 
 
Let down by 
system 
 
Sport 
 
Need for more 
support 
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Appendix I 

Dissemination Statement 

I intend to submit this research for publication in the Journal of Eating Disorders. I plan to post the 

final version to my Twitter, Instagram and Facebook pages for participants to access. In conjunction 

with my second supervisor for this work I plan to disseminate the findings to local eating disorder 

services through presentations and email summaries of the findings.   
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Appendix J 

Link to Instructions for Submissions to the Journal of Eating Disorders 

https://jeatdisord.biomedcentral.com/submission-guidelines/preparing-your-manuscript/research-

article 

 

 

 

 

https://jeatdisord.biomedcentral.com/submission-guidelines/preparing-your-manuscript/research-article
https://jeatdisord.biomedcentral.com/submission-guidelines/preparing-your-manuscript/research-article

