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Abstract

Objective: Despite a number of qualitative studies published from the perspective of

eating disorder (ED) service users, there has been no attempt to exclusively synthe-

size their views to gain a fuller understanding of their ED service experiences. It is

important to understand this perspective, since previous research highlights the diffi-

culties ED healthcare professionals report when working with this client group.

Method: A systematic search of the literature was conducted to identify qualitative

studies focusing on experiences of ED services from the perspective of service users.

Twenty-two studies met the inclusion criteria and underwent a quality appraisal

check using the Critical Appraisal Skills Programme (CASP) tool for qualitative

research. These were then synthesized using a meta-synthesis approach.

Results: Four overarching themes were generated: “Treatment: Focus on physical

vs. psychological symptoms”; “Service Environment: The role of control within ser-

vices”; “Staff: Experiences with staff and the value of rapport”; and “Peer Influence:
Camaraderie vs. comparison.” Service users expressed a desire for more psychologi-

cal input to tackle underlying difficulties relating to their ED. A complex relationship

with feelings of control was described, with some feeling over-controlled by service

providers, while others retrospectively recognized the need for control to be taken

away. Staff values, knowledge and trust played a significant role in treatment and

recovery. Peers with an ED were described to be a valuable source of understanding

and empathy, but some found peer influence to perpetuate comparison and

competitiveness.

Discussion: The results portray some of the conflicts and complexities that service

users encounter in ED services. A running thread throughout is the perceived impor-

tance of adopting an individualized approach within these services.
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1 | INTRODUCTION

Eating disorders (EDs) are debilitating mental health conditions with

one of the highest mortality rates across all psychiatric disorders

(Chesney et al., 2014). The course and outcome of an ED is hugely

variable (Goss & Fox, 2012), but it has been estimated in longitudi-

nal studies that up to 55% of people with bulimia nervosa and

53% with anorexia nervosa will not be fully recovered at 9 years

after onset, with a significant proportion developing a severe and

enduring presentation of the disorder (Steinhausen, 2002;

Steinhausen & Weber, 2009), with illness duration often predicting

recovery rates (Keel & Brown, 2010; Nagl et al., 2016). There can

also be serious medical complications as a result of an ED, includ-

ing, but not limited to, osteoporosis (Mehler et al., 2011), refeeding

syndrome (Crook et al., 2001), gastrointestinal complications

(Hetterich et al., 2019) and cardiac abnormalities (Sachs

et al., 2016). Psychological and medical consequences mean that

many individuals with an ED require healthcare service input. In

the United Kingdom, the National Institute for Health and Care

Excellence (NICE; National Institute for Health and Care

Excellence, 2017) sets out standardized guidelines for the treat-

ment of EDs.

There are consistent challenges reported by those working in

ED services, and these include treating psychiatric and medical

symptoms alongside each other (Fox & Goss, 2012), maintaining a

therapeutic relationship when faced with denial and treatment

resistance from service users (Snell et al., 2010), and being aware

of the influence of one's own personal attributes (e.g., appearance

and eating behaviours) on service users (Warren et al., 2008). Given

the challenges reported by healthcare professionals working with

ED client groups, it is important to understand the experiences of

those working in these services and the existing literature has

achieved this to a reasonable degree. However, it is also crucial

that we strive to also understand the experiences of those using

ED services to begin to provide solutions to some of these

challenges.

A recent meta-ethnography synthesized qualitative research

focusing on healthcare professionals' experiences of working with

people with an ED (Graham et al., 2020). They generated a model to

understand ED healthcare professionals' experiences, providing clini-

cal recommendations for improving support for staff. Taking a broader

approach by including perspectives of individuals with an ED, their

families and health professionals, a recent systematic review

employed a narrative synthesis methodology to explore experiences

of primary and secondary care for EDs (Johns et al., 2019). This syn-

thesis explored both qualitative and quantitative research and identi-

fied barriers across ED healthcare interfaces, such as a lack of ED

knowledge in primary care, a need for better communication across

services, and a lack of partnership between ED services, patients and

families.

While these reviews provide us with valuable insights into the

perspectives of ED service users and providers, there is still a need

for a review of ED services exclusively from the service users'

perspectives. Johns et al. (2019)'s synthesis including service user,

parent and healthcare professionals' views has an element of com-

parison across these three groups' views, which limits a nuanced

investigation of the exclusive views of service users. Moreover,

while there are existing reviews that have synthesized the views of

specific groups of ED service users, for example, the treatment

experiences of males with an ED (Thapliyal & Hay, 2014), these are

not generalizable to the wider population of ED service users. Tak-

ing a more holistic approach and synthesizing qualitative accounts

from all ED service users can provide healthcare services with in-

depth, personal experiences and perspectives across different char-

acteristics and populations. Consequently, these accounts can be

utilized to inform care provision, treatment and service policies,

ensuring a person-centred approach is endorsed (Holloway &

Galvin, 2016). This warrants the synthesis of qualitative studies

from service users' perspective to understand their experiences

more holistically, or conversely seek out any differences across

populations.

For the current review, a meta-synthesis approach was chosen

(Walsh & Downe, 2005). A meta-synthesis aims to “produce a new

and integrative interpretation of findings that is more substantive than

those resulting from individual investigations” (Finfgeld, 2003, p. 894).
The meta-synthesis approach described by Walsh and Downe (2005)

follows the steps for synthesis of qualitative studies outlined by

Noblit and Hare (1988).

The aim of this meta-synthesis is to explore the experiences of

ED services from the service user perspective.

Key Practitioner Message

• The synthesis of service users' eating disorder service

experiences can help us to understand which aspects of

services are of particular importance to service users and

the impact of these on their prognosis and recovery.

• Service users perceived an overfocus on weight within

their treatment, with a lack of regard for the psychologi-

cal underpinnings of their eating disorder. They also

described a complex and often conflicting narrative

around control.

• Relationships with eating disorder healthcare profes-

sionals and peers played a significant role in their treat-

ment, both positively and negatively.

• This review stresses the impact and significance of

adopting an individualized approach in eating disorder

services for a population that reports often feeling nega-

tively stereotyped by healthcare professionals.

• This review highlights that the experiences of marginal-

ized groups (e.g., ethnic minority and sexual/gender

minority groups) remain under-researched in the eating

disorder literature.
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2 | METHOD

2.1 | Meta-synthesis

We used the guidance described in the seminal meta-ethnographic

paper by Noblit and Hare (1988) and utilized the further refinement

relating to meta-synthesis approaches outlined by Walsh and

Downe (2005). The seven phases outlined by Noblit and Hare (1988)

for synthesizing qualitative studies were followed: (i) getting started;

(ii) deciding what is relevant to the initial interest; (iii) reading the stud-

ies; (iv) determining how the studies are related; (v) translating the

studies into one another; (vi) synthesizing translations; and

(vii) expressing the synthesis.

2.2 | Systematic literature search

Studies were identified using four blocks of terms relating to the dis-

order under investigation (EDs), the population (service users), the

type of research (qualitative) and the phenomenon of interest

(ED services). Blocks were combined using the Boolean operator

“AND,” and terms within each block combined using “OR.” Search

terms are outlined in Table 1. A comprehensive systematic search was

carried out in November 2020 using the following databases: Medline,

PsycINFO, Web of Science and CINAHL. Additional studies were

identified through a process of chaining and manual journal searches.

Screening processes and reasons for exclusions are presented in

Figure 1 (Moher, Liberati, Tetzlaff, Altman, & PRISMA Group, 2009).

TABLE 1 Search terms and Boolean operators used to identify studies for the meta-synthesis

Block 1 – Disorder Block 2 – Population Block 3 – Type of research Block 4 – Phenomenon of interest

“Eating disorder*” OR

anore* OR bulimi* OR

EDNOS OR OSFED OR

ED

Patient* OR individual* OR

adolescent* OR adult* OR “service
user*” OR client*

Perspective* OR view* OR

experience* OR “point of view”
OR reflect* OR qual* OR

interview*

“Eating disorder service*” OR

“eating disorder unit*” OR

inpatient OR outpatient OR “day
patient” OR “eating disorder

treatment” OR treatment OR

therapy

Note: Blocks were combined in the Boolean operator “AND.”

F IGURE 1 PRISMA flow diagram
of search process, study selection,
and exclusion (Moher et al., 2009)
[Colour figure can be viewed at
wileyonlinelibrary.com]
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An independent researcher reviewed a random selection (�30%) of

the 57 full-text articles that were assessed for eligibility against the

inclusion criteria to aid the selection process. There was unanimous

agreement on the suitability of the included and excluded papers for

the meta-synthesis.

2.3 | Inclusion criteria

Studies that met the following criteria were included: (i) Study

adopts a qualitative methodology (or mixed methods, if qualitative

results are reported separately) and uses a named, bona fide analytic

approach for qualitative data, for example, grounded theory, the-

matic analysis and interpretative phenomenological analysis;

(ii) participants had a current or past ED (e.g., anorexia nervosa,

bulimia nervosa, other specified feeding or eating disorder (OSFED)/

eating disorder not otherwise specified (EDNOS)) from any age

group (e.g., adolescent or adult); (iii) participants' ED led them to be

current or past service users; (iv) the discussion was relevant to the

ED service as a whole (any studies that focused on specific parts of

a service, such as a novel treatment intervention, were not included

as this would not allow us to develop an understanding of the

whole service experience); (v) study was based in any country (pro-

viding the paper was written in English). No date limits were

imposed when selecting papers.

In our inclusion criteria, we decided to include EDs as a homoge-

nous group, rather than focusing on a specific ED, in order to be as

inclusive as possible and to capture a range of experiences. The trans-

diagnostic view of EDs highlights that the core features of an ED are

often present across all ED subcategories (Fairburn et al., 2003) and

this is supported by the recognition of high levels of diagnostic fluidity

(i.e., migration between different ED diagnostic categories) across the

illness duration (Castellini et al., 2011).

2.4 | Quality appraisal

Included papers underwent a quality appraisal check before analysis.

The Critical Appraisal Skills Programme (CASP) tool for qualitative

research (Critical Appraisal Skills Programme, 2018) was chosen due

to its accessibility and widespread use in meta-syntheses, notably in

healthcare research (e.g., Kelly et al., 2018; Strandås &

Bondas, 2018). A grading system adapted from Fox et al. (2017)

was used, taking into account the updated CASP scoring (Critical

Appraisal Skills Programme, 2018) since its publication. Scores of

8+ received an A, implicating low likelihood of methodological

flaws, scores of 4.5–7.5 received a B, denoting moderate likelihood

of methodological flaws, and scores of 4 and below received a C,

suggesting high likelihood of methodological flaws. CASP scores and

grades are presented in Table 2. All papers were rated by the first

author. To increase the objectivity and rigour of quality appraisals, a

random selection of approximately 20% (5/22) of papers were also

rated by an independent researcher. There was unanimous

agreement on 82% of scores, and remaining discrepancies were

resolved via discussion between the first author and the indepen-

dent researcher. Given that all selected papers were rated to be of

a relatively high-quality standard (scoring A or B), no papers were

excluded on methodological grounds.

2.5 | Thematic synthesis

The full papers were entered into the software programme QSR

NVivo 12 (QSR International Pty Ltd., 2018) for analysis and initial

codes were developed from relevant areas of the papers (e.g., Results

sections) where service users described their experiences. Data were

extracted from first-order (participant quotes) and second-order

(author interpretation of participant quotes) constructs. Following

guidance from Noblit and Hare (1988), studies were compared and

translated into one another to identify third-order concepts (i.e., our

interpretations of the original authors' interpretations). This was done

by identifying overlapping (reciprocal translations) and contrasting

(refutational translations) codes across studies. Finally, codes were

synthesized and refined to create overarching themes and subthemes

that represent concepts across the studies.

3 | RESULTS

In total, 22 studies were included (see Table 3). The total number of

participants across all studies was 712, of which 23 were male. Where

data were reported, ages ranged from 11 to 64 years, although five

studies did not report exact age ranges (e.g., only reported mean age).

Participants reported to have anorexia nervosa (n = 296), bulimia

nervosa (n = 15), eating disorder not otherwise specified or other

specified feeding or eating disorder (n = 13) or orthorexia (n = 1).

Two studies reported that participants had “anorexia nervosa and/or

bulimia nervosa” (n = 59; Malson et al., 2004; Reid et al., 2008). Some

studies were less specific with reporting diagnoses, with 12 partici-

pants reported having “anorexia nervosa or eating disorder not other-

wise specified” (Eli, 2014), 294 participants identifying as a “person
with an eating disorder” (Escobar-Koch et al., 2010), eight participants

with a severe and enduring ED (Joyce et al., 2019), and six participants

unspecified (Rother & Buckroyd, 2004). Ten studies focused primarily

on inpatient experiences, two on outpatient experiences and six

included a combination of both inpatient and outpatient experiences.

The remaining three studies did not specify service type. Samples

came from eight countries, but the majority were UK samples (either

exclusively from the United Kingdom or mixed; n = 13). Other coun-

tries included Australia (n = 5), the United States (n = 3), Israel

(n = 1), Chile (n = 1), Sweden (n = 1), Republic of Ireland (n = 1) and

China (n = 1). Only three studies reported on ethnicity—of these, all

were White/Caucasian, with the exception of one participant identify-

ing as Afro-Caribbean.

Four overall themes were established, relating to Treatment, Ser-

vice Environment, Staff and Peer Influence (see Table 4 for overview).

4 BABB ET AL.
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3.1 | Treatment: Focus on physical
vs. psychological symptoms

Many participants perceived ED services to overfocus on weight and

food intake, subsequently dismissing or minimizing the psychological

underpinnings of their ED. This perceived overfocus was encountered

throughout participants' experience of services—from accessing treat-

ment through to discharge.

3.2 | Subtheme: Access to treatment

Participants described being refused treatment because their weight

was not low enough:

“Treatment was often, inaccessible … with participants

experiencing “being sent home until critical and in

need of life saving (45)” and trouble “getting the GP to

refer me to specialists as I was told my weight was not

low enough (142)” (Fogarty & Ramjan, 2016, p. 6).

This led participants to incentivize further weight loss, as it was

the only way to be “[taken] seriously” (participant; Tierney, 2008,

p. 370) and receive help. One participant likened it to playing a

“game”:

I feel that I'm forced to be manipulative sometimes to

get the help that I need … when it's kind of focused on

“Well if you lose another kilo then we'll, then we'll

escalate you up the waiting list” … you [are] kind of

almost forced to play that game (participant; Rance

et al., 2017, p. 587).

3.3 | Subtheme: During treatment

Participants also noted that treatment itself focused on weight resto-

ration with little regard for the psychological strain of weight gain:

Patient 5 was also concerned that practitioners con-

centrated on “getting your weight up, and then they

expect everything else to level off in your head, but it

doesn't” (participant; Tierney, 2008, p. 370).

Some participants expressed a need for “psychological support to
‘soothe’ the distress related to re-feeding” (Wu & Harrison, 2019,

p. 5). ED services that recognized the “emotional impact of weight

gain and addressed psychological and physical issues in parallel were

viewed as most helpful” (Offord et al., 2006, p. 382). Notably, services

described as consisting of a well-coordinated and “connected” multi-

disciplinary team seemed best equipped to address both psychological

and physical needs, emphasizing the importance of strong communi-

cation links across professions within the service (Escobar-Koch

et al., 2012, p. 256).

Many participants demonstrated awareness of the importance of

weight restoration and food intake within their treatment plan, with

inpatient care in particular described as “saving [their] lives” (Wu &

Harrison, 2019, p. 9). However, the overwhelming message was that

this should be accompanied by other types of support, such as psy-

chological, practical, and emotional support. A more “holistic” and

individualized approach to care was desirable, in which participants

felt supported “to uncover and address the underlying issues” (Offord

et al., 2006, p. 381):

The turning point came when they … found a support-

ive space within services to help them make sense of

this as a whole (Joyce et al., 2019, p. 2077).

Some participants reported having unique or complex struggles

relating to their ED and its treatment. For these samples, a tailored,

individualized treatment approach addressing these issues was partic-

ularly important. For example, in a sample of men, many found that

services were “unable to acknowledge or provide space for them to

talk about their unique struggles” because “programs were not tai-

lored to their needs and preferences as men” (Thapliyal et al., 2020,

p. 540).

3.4 | Subtheme: Discharge from services

Finally, participants described being discharged from services when

they reached their “target weight,” despite not feeling ready

psychologically:

The focus was on physical restoration so when I was

discharged at the “target weight,” I was still the same

TABLE 4 Overview of themes and subthemes

Theme Subtheme

Treatment: Focus on physical vs.

psychological symptoms

Access to treatment

During treatment

Discharge from services

Service environment: The role of control

within services

Shifts in control during

treatment

Control as punishment

Staff: Experiences with staff and the

value of rapport

“Another anorexic”

Staff consistency

Hopelessness vs.

hopefulness

Being seen as an

individual

Peer influence: Camaraderie vs.

comparison

Support from peers

Distress caused by

peers
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emotionally as when I was admitted (participant;

Fogarty & Ramjan, 2016, p. 8).

You feel very alone, you put weight on and then you're

told you can go when you're struggling the most with

your weight (participant; Ross & Green, 2011, p. 114).

The description of “[feeling] very alone” stresses the lack of sup-

port felt by some participants. Some expressed how this inclination to

discharge at a certain weight meant they felt at high risk of relapsing

after discharge:

They did make me eat, they stopped me from dying. As

for solving the problem, considering that 18 months

later I was back where I started almost, that wasn't

tackled at all (participant; Rother & Buckroyd, 2004,

p. 157).

While this participant acknowledged that the service helped

them, the solution was temporary and not enough to avoid relapse.

Many participants suggested that because underlying psychological

issues were not addressed in treatment, this ultimately led them to

believe that “relapse … was inevitable” (Tierney, 2008, p. 370).
To summarize, participants perceived an overfocus on the physi-

cal symptoms of their ED at the cost of tackling the psychological dif-

ficulties driving their ED. Importantly, this was experienced

throughout their involvement with ED services, from accessing sup-

port through to being discharged from services. There was an empha-

sis on the need for an individualized treatment approach when

accessing services, particularly for those with unique struggles relating

to their ED (e.g., male service users).

3.5 | Service environment: The role of control
within services

Many of the participants' narratives related to the role of control

within services, and these experiences were often confusing, and at

times conflicting. Although this was described in both inpatient and

outpatient service experiences, the majority centred around inpa-

tient experiences. The subthemes illustrate the shifts in control

reported by participants and how control within services sometimes

felt punitive.

3.6 | Subtheme: Shifts in control during treatment

Some participants, including those reflecting on both inpatient and

outpatient experiences, expressed that initially, letting go of and hand-

ing over control to the service provider was a difficult process:

It was very scary thinking if I come into treatment, I

have to hand over all control the ED gave me. That

made me feel very unsafe (participant; Smith

et al., 2016, p. 20).

However, many reflected in hindsight that handing over control

was something that “needed” to happen and overall, it was reported

as a positive process:

Somebody took over and said this can't carry on you

have to do this and I think at that time I needed it (par-

ticipant; Ross & Green, 2011, p. 116).

Participants described this feeling of handing over control as a

“relief” (Joyce et al., 2019, p. 2073) that served to “[lessen] the guilt”
(participant; Offord et al., 2006, p. 382) they felt. Moreover, as treat-

ment and recovery progressed, some participants described a care

plan that allowed them to gradually regain control, which tended to

be positively received:

Right at the beginning, when I was so seriously ill, I

couldn't actually decide for myself … but later on, when

I started getting well, I wanted to control things myself

a little bit more (participant; Lindstedt et al., 2015,

p. 5).

For many participants, this seemed to help with transitioning

towards discharge from treatment, as it began to mirror “normal life.”
There was an emphasis on the importance of gradually phasing back

into the “real world,” as some described “difficulty transitioning from

a medical/hospital environment back to day-to-day life outside of this

setting” (Sheridan & McArdle, 2016, p. 1991). Getting the pace right

in this shift in control was key for many participants. When a gradual

transition did not occur, participants described difficulties adjusting

back to having full control and freedom:

I'd been given all this freedom suddenly, I was like

“well ok!” so I did try to experiment, and I just

experimented a bit too much and… lost weight again

(participant; Offord et al., 2006, p. 383).

Moreover, those who experienced ED services during adoles-

cence reported that inpatient care had stunted their social develop-

ment, setting them back in their transition to “normal life” and having

full control:

I knew that I couldn't cope as an adult. Cos I'd been like

hidden away from society so was still only a 14-year-

old really, in my head (participant; Offord et al., 2006,

p. 380).

Overall, participants suggested they needed balance across the

shifts in control they experienced, and this required services to adopt

an adaptive, individualized and collaborative approach to their

treatment:
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Complete control over treatment … was undesirable

and … a combination of autonomy and direction was

the balance that constituted a successful approach

(Reid et al., 2008, p. 958).

(My treatment provider) allowed me to set the pace,

meaning I felt a great sense of self-satisfaction as I

took charge of my own recovery (participant;

Fogarty & Ramjan, 2016, p. 5).

Adopting a collaborative approach between service user and

provider that acknowledged individual needs and preference

in pace of treatment provided a sense of empowerment in recov-

ery, and participants described they subsequently “more often

wanted to comply” (Colton & Pistrang, 2004, p. 313). This empha-

sizes the need for a truly individualized approach, as seen previ-

ously in the “Treatment” theme, which subsequently facilitated

engagement.

3.7 | Subtheme: Control as punishment

Alongside reflection on how control changed during treatment, an

overriding narrative for many participants was feeling punished by

service providers when the services providers took control. This was

particularly evident within the descriptions of some inpatient

environments:

set treatment programs for patients with AN … were

often perceived as inflexible and punishing (Offord

et al., 2006, p. 381).

I felt punished if I didn't eat in a certain amount of time

(participant; Walker & Lloyd, 2011, p. 546).

In multiple accounts, participants used language relating to feel-

ing imprisoned and punished. Some described their experience of an

inpatient environment as “prison-like” (participant; Joyce

et al., 2019, p. 2075), and participants referred to feeling “locked
up” (participant; Escobar-Koch et al., 2012, p. 261). Some partici-

pants reported “control being taken away in many non-eating

related areas of their life” (Offord et al., 2006, p. 382), and these

restrictions were described as “disempowering” (Eli, 2014, p. 7).

Such restrictive practices within some inpatient settings reinforced

core ED beliefs that participants held:

I felt a very bad person like I was very unworthy of

things, and like I should, I needed, I deserved to be

punished. So the way I was treated when I was there

was, to me, proof that I was being punished and, you

know. So that was right really (participant; Offord

et al., 2006, p. 382).

There probably is an atavistic sense of self punishment

and lack of worth associated with ED, that the struc-

ture and nature of inpatient treatment exacerbates

(participant; Joyce et al., 2019, p. 2075).

In summary, the current theme presents some conflicting yet sig-

nificant experiences. In particular, the second subtheme of control

being perceived as punishment seems to contradict the previous sub-

theme that reflects a more balanced letting go and gradual regaining

of control. Offord et al. (2006) observed that, while some service

users perceive services as over-controlling at the time, retrospectively

they acknowledged the restrictions imposed on them as “a necessary

aspect of treatment” (Offord et al., 2006, p. 385). Interestingly, while

this gaining of insight may be true for some individuals, the narrative

of feeling punished was reported by participants describing both cur-

rent and retrospective experiences, suggesting this insight may not be

universally held, and may reflect quite different experiences.

3.8 | Staff: Experiences with staff and the value of
rapport

Participants described a wide spectrum of experiences with

healthcare professionals involved in their treatment. Both negative

and positive encounters were described, but importantly, these

encounters played a significant role in treatment and recovery, over

and above many other aspects of the service experience.

3.9 | Subtheme: “Another anorexic”

The most prevalent negative experience of healthcare professionals

was of those who treated them as an illness rather than a person, and

being seen only as, “another anorexic coming through the unit on the

‘conveyor belt’ of anorexics” (Colton & Pistrang, 2004, p. 312). Partic-

ipants described being talked about in a dehumanizing manner:

They see it as an eating problem, while that's the

symptom … the person gets forgotten and we sit there

and talk collectively about ED or [Severe and Enduring

Eating Disorder] as opposed to the person who strug-

gles for so many years with this illness (participant;

Joyce et al., 2019, p. 2078).

Participants reported being viewed collectively as an illness,

rather than as individuals, which related to a lack of individualized

care, as “staff did not listen to them and tried only to fit them into

theories” (Maine, 1985, p. 51). Again, this idea of individualized

treatment is paramount to participants' narratives, mirroring the

“Treatment” and “Service Environment” themes. Many noted

that stereotyping tended to come from staff who did not

specialize in EDs:
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Untrained staff describe you as an ED … they have no

trust in us really … hold grudges and go about bringing

things up in front of other patients (participant;

Patterson et al., 2017, p. 4).

There was agreement across accounts that services required

more ED-specialist training for all staff:

It was important that staff had the right levels of

expertise, not because experts were expected to have

the solution or cure, but because they knew enough to

be sensitive about the concerns of ED patients (Reid

et al., 2008, p. 959).

3.10 | Subtheme: Staff consistency

One reason for encounters with “untrained” staff was due to the high

turnover participants observed within services. Staff consistency

played a significant role in participants' narratives:

The high turnover rate of inpatient staff … acted as a

barrier to consistency and compassionate understand-

ing, as staff were not provided with necessary training

(Joyce et al., 2019, p. 2078).

Issues with staff consistency were closely linked to participants'

feelings of trust which sometimes left them feeling vulnerable:

Since [current psychologist has] finished his training,

I'm going to end up with another psychologist … it's

like starting over, because it's really difficult for me to

maintain trust with a psychologist (participant;

Escobar-Koch et al., 2012, p. 258).

3.11 | Subtheme: Hopelessness versus
hopefulness

Participants also reflected on a sense of staff feeling hopeless about

their ED, which impacted on their perceptions of recovery:

I very much got the message from the ED service that

an ED was something I managed for the rest of my life

… and I didn't even know like you could ever get fully

better (participant; Rance et al., 2017, p. 589).

This hopelessness narrative was particularly pertinent for samples

of participants with chronic anorexia nervosa:

Experiences of being passed around different services,

especially non-eating-disorders services (e.g. medical

wards), engendered feelings of hopelessness and a

sense of being abandoned by professionals (Fox &

Diab, 2015, p. 33).

Conversely, when staff instilled hope, it was perceived to moti-

vate participants in recovery:

We all want to know that we can beat this and that

there is a life that doesn't involve [Anorexia Nervosa]

(participant; Fogarty & Ramjan, 2016, p. 4).

Instilling hope may be perceived as particularly important to par-

ticipants with more complex needs, such as chronic anorexia nervosa.

When hopefulness was not present, this could hinder recovery and

“reinforced their wish to ‘stay with the anorexia’” (Fox & Diab, 2015,

p. 33). This links back to concepts observed in the “Service Environ-

ment” theme, whereby ED beliefs were reinforced by their service

experiences, highlighting a complex relationship between the ED and

the provisions of an ED service.

3.12 | Subtheme: Being seen as an individual

For many participants, feeling understood and validated by staff was,

unsurprisingly, positively received. Participants appreciated when staff

could separate the individual from their ED:

They are quite good at seeing you as an individual and

they do like to get to know you without your ED (par-

ticipant; Smith et al., 2016, p. 22).

She helped me to see how the anorexic side of me was

being really harsh on the normal side of me (partici-

pant; Fox & Diab, 2015, p. 32).

This emphasizes the running narrative of positive service experi-

ences being facilitated by an individualized approach. Staff who

showed compassion, understanding and empathy were felt to have a

positive impact on participants' lives. It is important to stress the sig-

nificance of these traits as they were often key in motivating partici-

pants to comply with treatment and feel empowered to recover:

When treated by specialists they felt more empathy

and understanding and were more motivated to con-

tinue with treatment (Walker & Lloyd, 2011, p. 545).

When they're more encouraging and supportive it

makes me want to try harder (participant; Colton &

Pistrang, 2004, p. 313).

The specific therapeutic interventions received by the service

users, such as cognitive behavioural therapy (Rance et al., 2017), were

described by very few participants. The dominant narratives were

around the therapeutic alliances built and rapports developed with
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healthcare professionals, suggesting that this may be as important

as—if not more than—the treatment approach itself:

Participants agreed that being able to communicate

and feeling a connection with your therapist, having a

rapport, and not feeling judged were all important

determinants as to whether they would stay in treat-

ment, regardless of the treatment modality (Walker &

Lloyd, 2011, p. 544).

In summary, negative experiences of healthcare professionals

included being viewed as a stereotypical “anorexic”—typically by

those without specialist ED training—rather than being seen as an

individual. Participants also implicated that high rates of staff turnover

jeopardized trust in healthcare professionals, hindering recovery.

Healthcare professionals perceived as expressing hopelessness for

recovery were felt to be detrimental to prognosis. Conversely, posi-

tive staff traits included taking an empathetic, individualized approach

to care, being able to separate the ED from the individual and instilling

hope in service users.

3.13 | Peer influence: Camaraderie versus
comparison

Due to the high number of inpatient experiences reported, a signifi-

cant influence on participants' service experiences included being in

close proximity with peers with an ED. Participants reported con-

flicting experiences, with some suggesting it was helpful, and others

feeling it was detrimental to their recovery.

3.14 | Subtheme: Support from peers

Some participants spoke of the power of peer support, through a

shared understanding of what others were going through. For some,

this support was reported as more helpful than support from family or

healthcare professionals:

Nobody is looking at you or judging you … they know

exactly what you are going through … it is just almost

understood (participant; Smith et al., 2016, p. 22).

You can see in their eyes that they are feeling exactly

the same (participant; Joyce et al., 2019, p. 2076).

This shared understanding extended to a sense of belonging for

many participants; something that some spoke of striving for through-

out their lives:

She felt mutual understanding and belonging for the

first time in her adolescent and adult life (Eli, 2014,

p. 5).

A sense of belonging with peers was particularly significant due

to feelings of isolation and loneliness that the ED perpetuated; a feel-

ing that was also highlighted in the “Treatment” theme. Participants

described how the ED made them feel “so alone, because [they] felt

that no one understood what [they were] feeling” (participant;

Eli, 2014, p. 5), so finding a “sense of camaraderie between patients

experiencing a similar transformation” (participant; Patterson

et al., 2017, p. 4) was a powerful and cathartic experience for some.

However, it is important to note that this was not the case for all

participants. In a sample of male participants, they described often

being the only male in their treatment setting, which “contributed fur-

ther to a sense of loneliness and isolation” (Thapliyal et al., 2020,

p. 540). This suggests that in some cases where individuals do not

relate to their peers, feelings of isolation can be exacerbated by being

around others, further emphasizing the running idea of needing tai-

lored, individualized support.

3.15 | Subtheme: Distress caused by peers

Despite the reported benefits of peers, many participants also spoke

about its disadvantages. Participants described the tendency to com-

pare themselves to others, creating a competitive environment:

I feel I was living in a space full of comparison, every-

thing would be compared between us. They (peers)

compared things like whose was larger or smaller, who

ate more or less, who gained weight faster or slower

(participant; Wu & Harrison, 2019, p. 5).

Spending time with others also led to learning new ED behaviours

for some participants:

I didn't really know … about pacing to stop your weight

going up, you know, walking around, exercise. I soon

cottoned on (participant; Colton & Pistrang, 2004,

p. 311).

Discovering new ED behaviours and constantly comparing one-

self to others subsequently worsened some participants' illness. Par-

ticipants described fearing “being seen as ‘greedy’ or overweight …

[resulting] in a desire for further weight loss” (Smith et al., 2016,

p. 23). One participant described this experience as feeling like she

was “being dragged back more than going forward” (participant;

Eli, 2014, p. 6). This conflicting experience of peer influence tended to

be the case across multiple accounts, regardless of other factors, such

as age.

In summary, being in an inpatient setting was described as a

“unique social environment” (Eli, 2014, p. 5), evident through narra-

tives of both negative and positive peer influence. For some, the pres-

ence of others in a similar situation “functioned as a core element of

treatment” (Eli, 2014, p. 5). For others, it was depicted as “[intensify-
ing their] illness” (Eli, 2014, p. 5). Again, there are individual
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differences impacting peer influence, highlighting the importance of

adopting individualized approaches.

4 | DISCUSSION

The aim of this meta-synthesis was to gain an understanding of ED

service experiences by exploring the perspectives of service users.

This is the first meta-synthesis to focus exclusively on the service

experiences of ED service users. Twenty-two qualitative studies were

selected with a total of 712 participants who were identified as past

or present ED service users. Four overarching themes were identified:

“Treatment: Focus on physical vs. psychological symptoms”; “Service
Environment: The role of control within services”; “Staff: Experiences
with staff and the value of rapport”; and “Peer Influence: Camaraderie

vs. comparison.” The findings of this meta-synthesis emphasize ser-

vicer users' need for individualized care within ED treatment settings,

with a desire for more psychological support from specialist ED

healthcare professionals. It is also apparent that the role of peers and

perceived shifts in control throughout treatment play an important

part in recovery.

Our findings support some of the findings of the systematic review

by Johns et al. (2019) relating to the overfocus on physical symptoms

within services, the value of collaboration in treatment, and the impor-

tance of rapport and understanding from staff. Furthermore, our broad

selection criteria has allowed us to build on Johns et al. (2019)'s work,

addressing their limitations and producing a more detailed, explicit

understanding of the ED service user experience as a whole.

Our findings demonstrate that service users experienced profes-

sionals as seeming to lack specialist ED training and/or using eating

disorder stereotypes. These findings complement those found by Gra-

ham et al. (2020) in their meta-ethnography of ED healthcare profes-

sionals' experiences in which healthcare professionals experienced

their work as emotionally draining, leading to burnout. It has been

suggested that to cope with these pressures, ED staff may turn to

“depersonalizing” service users, that is, seeing them as a collective to

relieve the strain of meeting individual needs (Fox et al., 2012). This

may explain why service users described a lack of individualized care

and reported being seen as “another anorexic.” Fox et al. (2012) high-

light that there is an irony in the lack of specialist ED training for those

spending the most time with service users (e.g., nurses and healthcare

assistants). They may consequently rely on stereotypical portrayals of

EDs to understand service users. The findings of the current meta-

synthesis emphasize the need for more ED training across all disci-

plines, but particularly for frontline workers within these services.

Moreover, the importance of staff consistency was a common

theme across studies, and participants reported that a high turnover

of staff diminished their trust within services. While there are many

reasons why someone might leave a role in any setting, it is important

to acknowledge that this may have additional consequences within a

clinical setting. Relational continuity—an ongoing relationship

between the service user and one healthcare professional—has been

reported in the literature to be particularly salient within mental

health services and can promote safety and trust in the service's abil-

ity to provide adequate treatment and care (Biringer et al., 2017;

Green et al., 2008). This study highlights the importance of ensuring a

smooth and comprehensive transition, should a service user's care

need to be handed over to another professional, to promote continu-

ity of care and sustain trust within the ED service.

Our meta-synthesis highlighted a perceived overfocus on physical

symptoms of an ED (e.g., weight, food intake) at the cost of under-

standing and tackling the psychological underpinnings of disordered

eating. This was experienced throughout the service experience: from

accessing services, through treatment and at discharge. This perceived

minimization of the psychological impact of the ED was described to

increase risk of relapse or engrain the ED further. Graham et al. (2020)

propose that ED healthcare professionals may develop a dependence

on using safe and certain measures such as weight restoration via the

safe-certainty model proposed by Mason (1993). ED healthcare pro-

fessionals may seek a position of safe-certainty (Fox et al., 2012)—that

is, the intervention used will be the safest option (e.g., prevent death)

and has a relatively certain outcome (i.e., re-feeding will lead to weight

restoration). Indeed, in some cases, this is absolutely necessary. How-

ever, Mason (1993) calls for a position of safe-uncertainty to be

adopted within therapeutic settings. The safe-certain approach tends

to be fixed and constrained, subsequently limiting healthcare profes-

sionals' expertise due to seeking certainty and not being open to novel

ideas. In contrast, the safe-uncertain position allows healthcare profes-

sionals to take a more flexible, collaborative approach to treatment

that follows an evolving narrative with the service user and promotes

individualized care through a more investigational process. For exam-

ple, it is well documented that early intervention in ED treatment is

paramount for a more successful prognosis (Nazar et al., 2017;

Treasure et al., 2015; Treasure & Russell, 2011), yet the current find-

ings suggest there are still significant gaps in access to treatment. This

was reported to be partly due to the rigid, weight-dependent protocol

dictating access to and discharge from services. Taking a safe-

uncertain position across services may allow for a more individualized,

holistic approach, rather than relying on body-mass index targets. This

safe-uncertain approach also mirrors aspects of care, such as collabora-

tion and individualization, that service users held in high regard in our

findings. In practice, it may be that adopting a more flexible approach,

such as the one described above, is currently unachievable due to the

lack of available funding and resources reported by those working

within ED services (Koskina et al., 2012), leading to a reliance on safe-

certain approaches to safely manage risk. This support is described as

being essential in order for services to improve their practice and

implement this kind of approach effectively (Koskina et al., 2012).

The role of control in ED services was a dominant theme within

our results. Perception of control is a significant but complex phenom-

enon that both drives and maintains an ED (Fairburn et al., 1999;

Froreich et al., 2016; Schmidt & Treasure, 2006; Slade, 1982), and this

can extend into treatment settings and negatively affect prognosis

(Jarman et al., 1997). Our findings build a complex and conflicting pic-

ture of the relief of letting go of and the importance of gradually

regaining control, together with professionals largely taking control. It
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appeared that some service users retrospectively gained insight into

their experiences and recognized the necessity of taking away control

at the time of treatment. However, this gaining of insight was not the

case for all participants, as some still reported perceiving the control

imposed on them as punitive regardless of whether their experiences

were current or retrospective.

These findings reinforce the importance of individualized care

within ED services, as we can theorize that some individuals are more

affected by perceived shifts in control during their treatment and less

able to cope with these changes. While the data did not explicitly tell

us where these individual differences lie, we can hypothesize where

some of these might be from existing literature. For example, vulnera-

bility to obsessive–compulsive disorder, which is highly prevalent in

ED populations (Kaye et al., 2004), has been linked to perceived con-

trol, exhibiting similar patterns to those with disordered eating behav-

iours (Froreich et al., 2016). Furthermore, qualitative accounts from

autistic women with anorexia nervosa suggest that a need for control

was a significant maintaining factor for their ED and affected their

ability to engage with treatment (Babb et al., 2021; Brede

et al., 2020). For these individuals, handing over control could be par-

ticularly distressing and perceived more negatively, and this should be

considered in service provision.

There are important clinical implications relating to the role of

control within treatment settings. Research suggests that the sense of

control an ED provides can be a strong maintaining factor, leading

individuals to value their ED (Schmidt & Treasure, 2006) and become

resistant to change in treatment settings (Abbate-Daga et al., 2013).

Motivational Interviewing techniques (Rollnick & Allison, 2004) have

been utilized in ED services to challenge treatment resistance

(Macdonald et al., 2012). Crucially, the technique of “rolling with”
resistance, rather than opposing it, may be particularly helpful where

the service user is feeling ambivalent about change and the perceived

loss of control. Opposing resistance could be counter-therapeutic as it

is likely to reinforce resistance and decrease likelihood of behaviour

change (Miller & Moyers, 2006). We hypothesize that using these

techniques may be particularly applicable for individuals demonstrat-

ing ambivalence relating to control recognized in our results.

Motivational Interviewing endorses a collaborative approach

between service user and clinician (Miller & Rollnick, 2012). Collabora-

tion was described as empowering in service users' treatment experi-

ences, yielding further endorsement for using these techniques. Our

findings suggest that perceptions of control vary across individuals

and some may be more susceptible to treatment resistance due to

perceived loss of control than others. For those exhibiting resistance

to treatment, Motivational Interviewing could facilitate the process of

change. Some studies have suggested that motivational-based inter-

ventions are not effective at enhancing motivation or ED treatment

outcomes (Waller, 2012). However, other studies have reported value

and benefit in the delivery of brief motivational sessions, when com-

pared with clearly non-motivational approaches such as psycho-

education (Denison-Day et al., 2018). Moreover, evidence-based

therapeutic approaches for EDs such as enhanced Cognitive Behav-

ioural Therapy (CBT-E) and the Maudsley Model for Treatment of

Adults with Anorexia Nervosa (MANTRA) incorporate a clear, motiva-

tional component, implicating its importance as an element of the full

treatment model for EDs (Denison-Day et al., 2018). MANTRA also

emphasizes the importance of readiness to change and setting the

pace of intervention (National Institute for Health and Care

Excellence, 2017), which reflects the collaborative approach valued by

service users.

The influence of peers with an ED was a salient theme within ser-

vice users' narratives, and these experiences were often conflicting.

“Peer contagion” is a term used to describe the adverse social learning

processes of imitation, identification and competition observed in ED

inpatient services. There has previously been a particular focus on

adolescent service users (Vandereycken, 2011). Our meta-synthesis

found similar narratives were expressed by adults. Contrary to the

peer contagion concept, recent developments stress the potential

effectiveness of peer mentoring within ED treatment settings,

whereby recovered individuals become mentors for individuals receiv-

ing ED treatment (Hanly et al., 2020; Ramjan et al., 2017). Our results

support the notion that peer influence can have a positive impact on

recovery, and it could be that providing an aspect of peer support

within a service is key to a more successful prognosis.

Within our results, many participants reported similar ED service

experiences. However, there seemed to be an additional layer of diffi-

culty or complexity for certain participant samples. For example, male

samples reported a lack of understanding about the male experience

of EDs, describing the isolation felt by often being the only male in

the service. This is supported by a recent synthesis which reported a

lack of understanding about subtle gender differences in ED presenta-

tions (e.g., a drive for muscularity rather than thinness), which may

require different treatment approaches (Murray et al., 2017). More-

over, participants with a chronic anorexia nervosa presentation

seemed to have a particular emphasis on their perceptions of staff

feeling hopeless about their ED. Research indicates that by instilling

hope, clinicians can enhance therapeutic alliance and treatment out-

comes in individuals with severe and enduring presentations of

anorexia nervosa (Stiles-Shields et al., 2016). Finally, we observed that

some adolescent service users highlighted a perceived interruption in

their development when transitioning back into the community after

an inpatient admission. These additional reported difficulties for cer-

tain groups of service users emphasize the running theme of a need

for an individualized approach. Research suggests that some

populations have unique treatment needs relating to their ED, for

example, autistic individuals (Babb et al., 2021; Brede et al., 2020),

those with diabetes (Macdonald et al., 2018) and ethnic minorities

(Kronenfeld et al., 2010). Adopting an individualized approach could

help to overcome and meet these treatment needs.

4.1 | Limitations

There were some biases in demographics across selected papers for

the meta-synthesis. For example, a large proportion focused solely on

inpatient experiences (45% of papers, compared to 9% of papers
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focusing solely on outpatient experiences), included service users with

a primary diagnosis of anorexia nervosa (at least 41% of participants;

possibly higher as some papers did not report exact figures), and were

female (97% of participants). Subsequently, the experiences reported

by these participants may not represent the general ED population.

There was also a lack of reporting some demographics, such as ethnic

background and sexuality in the papers. While our understanding of

EDs within ethnic and sexual/gender minorities is expanding, this is

still under-researched (Calzo et al., 2017; McClain & Peebles, 2016;

Perez et al., 2019; Rodgers et al., 2018) and reporting these demo-

graphics in ED research can help us to understand these populations

further.

A limitation of the review is that the majority of data screening

and analysis was completed by one researcher. This was somewhat

addressed by utilizing independent researchers to undertake quality

checks during the screening process and quality appraisals. There was

also involvement from the wider research team later in the analysis

process. However, due to the subjective nature of the review, the

meta-synthesis could have been improved by involving more than one

researcher throughout the analysis process to avoid reliance on a sin-

gle analyst driving the development of the themes.

It is also important to note that not all papers stated the diagnos-

tic manual used to define the EDs received by participants, and in

some cases, the type of ED was not defined at all (e.g., Escobar-Koch

et al., 2010). For consistency and validity, it may have been appropri-

ate to exclude papers that did not include this information. However,

for this review we decided to take a more inclusive stance to repre-

sent a range of different ED diagnoses and presentations.

5 | CONCLUSION

This is the first meta-synthesis to focus solely on service user expe-

riences of ED services. We identified 22 papers spanning eight

countries and involving 712 ED service users. We developed four

overarching themes depicting service user experiences of ED ser-

vices. The results portray the conflicts and complexities that service

users encounter in ED services. We also highlight some important

clinical implications for ED services to consider. For example, a run-

ning theme throughout the results emphasizes the importance of

adopting an individualized, collaborative approach within these ser-

vices to ensure that individuals are receiving appropriate and

tailored care.
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