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Abstract 

Background: Eating disorders are serious conditions that cause major suffering for patients and their families. Bet-
ter knowledge about perceptions of eating disorders and their treatment, and which factors that facilitate or hinder 
recovery, is desired in order to develop the clinical work. We aimed to explore and synthesise experiences of eating 
disorders from the perspectives of those suffering from an eating disorder, their family members and health care 
professionals through an overarching meta-review of systematic reviews in the field.

Methods: A systematic literature search was conducted in the databases PubMed, PsycInfo, Scopus, and CINAHL. 
Inclusion criteria were systematic reviews of qualitative research on experiences, perceptions, needs, or desires related 
to eating disorders from the perspective of patients, family members or health care professionals. Systematic reviews 
that fulfilled the inclusion criteria were assessed for relevance and methodological limitations by at least two research-
ers independently. The key findings were analysed and synthesised into themes.

Results: We identified 17 systematic reviews that met our inclusion criteria. Of these, 13 reviews reported on the 
patients’ perspective, five on the family members’ perspective, and three on the health care professionals’ perspective. 
The study population in the reviews was predominantly girls and young women with anorexia nervosa, whilst sys-
tematic reviews focusing on other eating disorders were scarce. The findings regarding each of the three perspectives 
resulted in themes that could be synthesised into three overarching themes: 1) being in control or being controlled, 
2) balancing physical recovery and psychological needs, and 3) trusting relationships.

Conclusions: There were several similarities between the views of patients, family members and health care pro-
fessionals, especially regarding the significance of building trustful therapeutic alliances that also included family 
members. However, the informants sometimes differed in their views, particularly on the use of the biomedical model, 
which was seen as helpful by health care professionals, while patients and family members felt that it failed to address 
their psychological distress. Acknowledging these differences is important for the understanding of anorexia nervosa 
and other eating disorders, and may help clinicians to broaden treatment approaches to meet the expectations of 
patients and family members.
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Introduction
Eating disorders (EDs) are serious psychiatric conditions 
that often have both psychological and physical conse-
quences and significant societal costs [1, 2]. An ED can 
lead to social problems and reduced quality of life for 
both the victim and his or her family [3]. The debut is 
often during adolescence, although in recent years there 
has been an increase in new-onset EDs in adults [4, 5]. 
The lifetime prevalence of EDs in Western countries has 
been estimated to 1.89% [6]. Girls and women are more 
often affected than men. Previously, it has been estimated 
that about 90 percent of those affected are women, but 
new studies estimate that the proportion of men could be 
around 20 percent [7].

ED often require multi-disciplinary treatment [8]. Most 
patients are treated in outpatient care, but in more seri-
ous cases there may be both day care and inpatient medi-
cal or psychiatric care. There are also several inpatient 
units that specialise in treatments for patients with an ED 
[9].

The recommended psychological treatment for adult 
patients is cognitive behavioural therapy (CBT), which 
has is strongest empirical support for patients with 
bulimia nervosa (BN) and binge eating disorder (BED), 
but is also increasingly recommended for patients with 
anorexia nervosa (AN) [8–10]. Family-based treatment is 
the treatment method that is primarily recommended for 
adolescents. The method is mainly adapted for patients 
with AN or other restrictive conditions but is also con-
sidered to have a good effect for adolescents with BN [8, 
9].

It is estimated that about half of all people with AN are 
fully recovered after treatment. At ten-year follow-up, 
about 73 percent are in remission. The short-term effect 
of treatment is slightly better for other types of EDs, but 
there is a significant risk of relapse. In ten years’ time, 
there are marginally more people recovering from BN 
compared with AN [11].

Health care professionals often describe that patients 
with an ED are a challenging group of patients and that 
it can be difficult to establish a good treatment alliance 
[12]. Patients, on the other hand, often describe strong 

feelings of ambivalence and resistance, which of course 
complicates treatment, and leads to conflicts with family 
and friends [13, 14].

An improved common understanding of EDs from the 
perspective of those affected, their family members and 
caregivers can contribute to better care and treatment for 
those struggling with EDs and help reduce the strain on 
their relationships.

Against this background, the aim of the present study 
was to investigate experiences of living with an ED and 
factors that facilitate or hinder recovery from the per-
spectives of patients, their family members and health 
care professionals.

Methods
The current meta-review is based on an assessment con-
ducted at The Swedish Agency for Health Technology 
Assessment and Assessment of Social Services [15]. The 
literature overview was undertaken in accordance with 
the Enhancing Transparency in Reporting the Synthesis 
of Qualitative Research (ENTREQ) statement [16] fol-
lowing an a priori protocol that was registered locally at 
the agency.

Search strategy
A systematic literature search covering literature pub-
lished from January 1, 1990 to September 26, 2018, was 
conducted in the electronic databases PubMed (NLM), 
PsycInfo (EBSCO), Scopus (Elsevier), and CINAHL 
(EBSCO). A complementary, multi-database, search was 
also conducted. The databases Academic Search Elite, 
ERIC, Psychology and Behavioral Sciences Collection, 
and SocINDEX, were searched simultaneously through 
the EBSCO platform. The detailed search strategy is pro-
vided in Additional File 1.

Eligibility criteria
Inclusion and exclusion criteria were specified in 
advance. We only included systematic reviews of quali-
tative research that were published in peer reviewed 
journals in English, Swedish, Norwegian, or Danish 
within the time period 1990 to 2018. To be included, a 

Plain English summary 

The current paper brings together existing knowledge on experiences of eating disorders. We were interested in the 
views of patients, family members and health care professionals. A literature search identified 17 systematic reviews 
which addressed these questions. The identified research focused mainly on girls and young women with anorexia 
nervosa, while research on other eating disorders was limited. Overall, this review suggests that it is important to 
acknowledge that patients, family members and health care professionals may have different experiences and views 
regarding treatment of eating disorders, and that it is important to consider all these views in the development of the 
care of eating disorders.
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systematic review should cover experiences, perceptions, 
needs or desires related to EDs from at least one of the 
following perspectives: persons with eating disorders, 
family members or health care professionals. All types 
of EDs according to the DSM-5 classification were con-
sidered relevant except for pica, rumination disorder and 
avoidant/restrictive food intake disorder. There were no 
restrictions regarding the age of the informants. The tar-
geted reviews were required to cover original studies of 
qualitative research or of mixed methodology. System-
atic reviews using both broad and narrow search strate-
gies were accepted. Grey literature, such as theses, book 
chapters, and conference abstracts, were excluded.

Study selection
The titles and abstracts retrieved from the literature 
search were examined independently by two of the 
authors using the web-based screening tool Rayyan[17]. 
If at least one author found an abstract potentially rele-
vant, the article was ordered in full text and assessed for 
eligibility by at least two authors independently. System-
atic reviews that fulfilled the eligibility criteria were for-
warded to quality assessment.

Assessment of methodological quality, data extraction 
and analysis
Systematic reviews that fulfilled the eligibility criteria 
were assessed for quality by at least two authors indepen-
dently, using a tool developed at the Swedish Agency for 
Health Technology Assessment and Assessment of Social 
Services (Additional File 2). The tool was developed spe-
cifically to assess methodological limitations of qualita-
tive evidence synthesis and consists of 13 questions that 
were adapted from the ENTREQ recommendations [16]. 
The summarised risk of methodological limitations in the 
systematic reviews was judged as being of minor, moder-
ate or high concern. Any disagreement between assessors 
was resolved by discussion. Systematic reviews with high 
concerns of methodological limitations were excluded 
from the subsequent process.

Relevant data were extracted from eligible systematic 
reviews with minor to moderate methodological con-
cerns and summarised in tables.

The findings of selected systematic reviews (reviews 
with a narrow focus were not included in the synthe-
sis) were analysed using the method of thematic analy-
sis described by Braun and Clarke [18]. For each group 
of informants (patients, family members and health care 
professionals), findings were coded through an induc-
tive analysis. Next, the coded findings were structured 
by subject within each group of informants and synthe-
sised into themes. The themes were reviewed, similarities 
and disparities between the three groups of informants 

were analysed and the themes were assembled into main 
themes. Data extraction and synthesis was carried out by 
the first author (SAG) who has clinical experience treat-
ing EDs as well as expertise in qualitative research. Data 
extraction and synthesis of themes were carefully read 
and partly checked against the original data by three 
other authors who have experience of qualitative (AP) or 
quantitative research (KS, KWR) and expertise in con-
ducting systematic reviews. The differing backgrounds of 
the authors presumably reduced the risk of introducing 
bias in the analysis and presentation of data. Through-
out the synthesis, the authors discussed the findings with 
each other and reflected over how their background and 
position may have affected the analysis and whether there 
were other ways to interpret the results.

Results
The literature search identified 3,082 citations, after 
removal of duplicates (Fig. 1). From the screening of title 
and abstracts, 79 reviews were retrieved and assessed for 
eligibility in full text, and 25 of these fulfilled our inclu-
sion criteria. Eight reviews were considered to have 
high concerns of methodological limitations and were 
excluded from the subsequent process. The remaining 
17 reviews were included and described (Table  1). Of 
these, four reviews had a scope that differed substantially 
from the other reviews (two reviews focused on preg-
nant women with AN [19, 20], one review focused on 
gender issues [21] and one focused on treatment seeking 
[22], therefore, they were only included in the descriptive 
summary but not in the thematic analysis. Thus, the the-
matic analysis included data from 13 systematic reviews.

Descriptive summary of the systematic reviews
The 17 systematic reviews with minor or moderate con-
cerns of methodological limitations were published 
between 2009 and 2018 and were based on a total of 255 
unique qualitative primary studies. An assessment of 
study overlap revealed that few of the primary studies 
were included in more than one review (see Additional 
File 3). The majority of the included reviews were based 
on studies using qualitative methods only, but three 
reviews also included studies that used mixed methods 
[22–24]. Most of the original studies had used interviews 
as the primary source of data, but some studies were 
based on focus group discussions, survey responses, or 
observations of behaviour.

Most reviews carried out synthesis using meta-ethnog-
raphy [19, 25–33].  Other synthesis methods were the-
matic analysis [22, 23], qualitative meta-analysis [34], and 
various forms of integrative synthesis methods [20, 21, 
24, 35]. Few of the included reviews stated that they had 
followed the Preferred Reporting Items for Systematic 
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Reviews and Meta-Analysis (PRISMA) statement[22, 34] 
or the Enhancing Transparency in Reporting the synthe-
sis of Qualitative research (ENTREQ) system[31, 32]. In 
most reviews, however, the Critical Appraisal Skills Pro-
gramme (CASP) had been used to assess the quality of 
the primary studies [19–21, 25–29, 31–34].

A total of 13 systematic reviews described the patients’ 
perspectives [19–23, 25, 27, 28, 30–34], five concerned 
the family members’ perspectives [24, 26, 29, 31, 32], 
and three focused on the health care professionals’ per-
spectives [31, 32, 35]. Most reviews included both men 
and women with EDs, and only three reviews focused 
exclusively on women [19, 20, 33]. Most reviews did not 
specify age under the inclusion criteria, but no review 
included studies on young children. Five reviews focused 
on adolescents with EDs but they also included young 
adults [23, 24, 30–32]. Nine reviews focused exclusively 
on AN [23, 25, 27, 28, 30–33, 35], while the remaining 
reviews included all EDs, or did not specify diagnosis in 
the inclusion criteria. One of the reviews that covered 
health care professionals’ perspectives included inter-
views exclusively with nurses [35] whereas the other two 
comprised nurses, therapists, and treatments teams [31, 
32]. The informants in the reviews that included family 
members were predominantly parents, but siblings and 
partners were also included in some of the reviews [24, 
26, 29, 31, 32].

Thematic analysis of the systematic reviews
In each of the three perspectives we identified three 
themes that described experiences of the disease, the 
care provided and the recovery process. When the three 
perspectives were analysed together, we identified three 
overarching themes that were shared among all three 
perspectives (see Table  2). The themes are described in 
the table below and organized by perspective. Illustrative 
quotes for each theme are provided in Table 3.

The perspective of individuals with ED
Nine systematic reviews describing the patients’ perspec-
tives were included in the thematic analysis [23, 25, 27, 
28, 30–34]. This perspective comprised three themes; a 
lonely struggle for control (covered by three studies [28, 
31, 33]), a wish to be seen as a whole person (covered 
by four studies [23, 27, 30, 32]), and finding the keys to 
recovery (covered by five studies [23, 25, 27, 33, 34]).

A lonely struggle for control
Life with an ED was described as a lonely and isolated 
existence, with health problems and difficulties in rela-
tionships [28, 31, 33]. Low self-esteem, a negative body 
image and perfectionist demands on themselves were 

seen as underlying factors that led to a difficult adoles-
cence, and uncertainty about who they were.

For those with AN, the disorder was seen as an integral 
part of their personality and the person they were, which 
also made them afraid to get well since they feared that it 
could mean losing their identity [28, 31, 33].

Living with AN was described as a struggle to be in 
control while simultaneously feeling controlled by the 
disease. The positive experience of control contributed 
to feeling special and having power (for example over 
their treatment) and the ED was described as a "coping 
strategy" that helped them deal with difficult emotions 
and events. For the majority of patients, the other side 
of the coin was a difficult experience of losing, or giv-
ing up control, for example when entering treatment, or 
feeling trapped in their illness and symptoms. The sub-
jects described how their whole life revolved around a 
compulsive focus on calorie counting and compensatory 
behaviours and how this resulted in a lonely and isolated 
existence [28, 31, 33].

A wish to be seen as a whole person
When seeking treatment, patients had often felt ill-
treated and misunderstood, especially in general care [23, 
27, 30, 32], and therefore, they stressed the necessity of 
access to specialised ED care. The patients often felt that 
the health care focused too much on physical recovery 
and on normalization of eating and weight. This was per-
ceived as unempathetic and gave patients the impression 
that the therapists did not understand the patient’s real 
problems. Although patients could see that normaliza-
tion of weight and eating was an important and necessary 
part of treatment, they felt that focusing too heavily on 
physical recovery led to feel that they were being reduced 
to their disease [23, 27, 30, 32].

Instead, they emphasised that there must be room for 
conversation about thoughts and feelings and that the 
care they received should take their wider life situation 
into account. It was also felt necessary that the therapist-
was able to adapt and change his/her approach during 
the course of the treatment. Initially, the patients might 
need a therapist that was proactive and took control. At a 
later stage when the patient was able to take responsibil-
ity, treatment should empower and encourage the patient 
to take control of his/her own life.

Family-based treatment was common for young 
patients. These patients often felt considerable guilt 
towards parents and siblings, and they described that a 
positive aspect of family treatment was that it could help 
the whole family to feel better, bring them together, and 
improve their communication. However, patients also 
described feeling unable to talk about everything that 
was important to them in family treatment. This risked 
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the treatment becoming superficial and focused on con-
crete behavioural changes instead of dealing with the 
underlying causes of the condition. The young patients 
therefore felt that it was important that family treatment 
was combined with individual therapy. Individual therapy 
was seen as an important forum for motivating, engaging 
and giving patients hope. Patients perceived that it was 
important to address issues such as relationships both 
within and outside the family, and to be seen as a unique 
individual, rather than simply as a person with AN [23, 
27, 30, 32].

Finding the keys to recovery
In the studies that focused on AN, patients consist-
ently described recovery as something “greater” than 
the mere absence of an ED diagnosis. An experience of 
being healthy did not arise automatically once weight 
and eating were normalized. Patients described recovery 
as a process of getting to know themselves and daring 
to admit that the false sense of control that the ED had 
given them had actually come to control them. Recovery 
meant being able to stick to healthy behaviors even when 
it felt difficult [23, 25, 27, 33].

Four factors were described as central to recovery; to 
regain control and power over one’s own life, changing 
the anorexic identity and finding and accepting oneself 
behind the disease; getting in touch with one’s true feel-
ings and acknowledging the consequences of the disease 
for oneself, thereby challenging the anorexic thoughts.

In the systematic review that described recovery 
more generally for people with an ED, it was found that 
patients perceived the term "healthy" as including feeling 
well emotionally, socially and psychologically. It included 
having strategies for dealing with difficulties that arise in 
life and feeling a sense of belonging or feeling that life is 
meaningful.

Recovery was described as a process that took place in 
stages and sometimes with setbacks. Recovery was facili-
tated by supportive relationships, such as with family and 
friends. Trusting relationships with family and friends 
could have a double impact, both by motivating the ill 
person to seek treatment [25] and by providing support 
during the recovery process. Trusting relationships with 

health care professionals were also considered important 
both for the motivations to seek and stay in treatment 
[25] and for the recovery process itself [34].

The health care perspective
Three systematic reviews included the experiences of 
health care staff [31, 32, 35], and all three focused mainly 
on AN. Two of them [31, 32] examined similarities and 
differences in perceptions of AN and its treatment 
among staff, patients and relatives. The third overview 
[35] explored the knowledge, attitudes and perceived 
challenges of health care professionals.

The health care perspective also revealed three themes: 
a tug of war over control, the necessity of physical recov-
ery, and being let into someone’s world.

A tug of war over control
The health care staff saw control as a central aspect of 
AN and they felt that besides the need to control their 
own body, patients also felt a need to control their family 
through the ED [32]. The staff perceived that the need for 
control became a force outside the patient’s active choice 
and that the ED ended up controlling the patient instead. 
The staff therefore felt that they had to "take over" con-
trol from the young person through clear structure and 
rules regarding treatment [32, 35]. This was considered 
to create security for the young person, and to give them 
the opportunity to allow themselves to let go of control. 
However, in one study, nurses also stressed the impor-
tance of knowledge and understanding of the disease, 
and described how a lack of knowledge could lead to staff 
using control strategies in a repressive and punishing way 
that could create resentment [35].

The necessity of physical recovery
The health care staff used a biomedical model to under-
stand AN [31, 32]. AN was seen as a disease to be treated. 
This meant that staff emphasised weight rehabilitation 
and changes in other observable ED symptoms as impor-
tant parts of treatment. The staff expressed that they 
were lacking knowledge about ED symptoms and diagno-
sis, and that they had insufficient skills for dealing with 
patients’ problems [35]. This led them to feel frustrated 

Table 2 Overview of subthemes and overarching themes from the 13 systematic reviews that were included in the thematic analysis

Patients with ED Health care staff Family members Overarching theme

A lonely struggle for control A tug of war over control The balancing act between control 
and trust

Being in control, or being controlled

A wish to be seen as a whole person The necessity of physical recovery A call for a more holistic approach to 
treatment

Balancing physical recovery and 
psychological needs

Finding the keys to recovery Being let in to someone’s world A wish for a working alliance with the 
whole family

Trusting relationships
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and insecure in meeting the patients. Increased knowl-
edge was seen as essentialfor improving staff attitudes 
towards people with EDs.

The medical view of the ED was perceived as helpful by 
staff because it was considered to reduce the patient’s and 
their relatives’ feelings of guilt. Health care profession-
als found it helpful to see the disease as a phenomenon 
separate from the individual. The staff used this "exter-
nalisation" to distinguish between disease and patient as 
a treatment strategy [31, 32]. It was considered to reduce 
the patient’s feelings of guilt and increase the patient’s 
motivation.

Even under this theme, a review by Salzman et al. [35] 
also emphasised the other side of the coin, meaning.e., 
that although weight rehabilitation was important, a 
single-minded focus on physical issues could hamper the 
relationship with the patient.

Being let in to someone’s world
A good alliance between patient and therapist was con-
sidered essential [31, 32, 35]. Honesty, understand-
ing, respect and a non-judgmental and empathetic 
attitude were important for building an alliance. The 
staff expressed that patients with EDs were a difficult 
and demanding patient group with whom it was chal-
lenging to form an alliance and who often expressed 
suspicion and distrust of their caregivers. Staff became 
frustrated with patients’ ambivalence or reluctance to 
engage in treatment and sometimes perceived patients as 
manipulative.

One of the systematic reviews examined the health care 
professionals’ experiences of meeting relatives, in this 
case parents of people with an ED [32]. The staff empha-
sised the importance of building a positive alliance with 
the parents and engaging them in the treatment. This was 
considered a necessary condition for effective treatment 
of young patients with AN.

The perspective of family members
Five systematic reviews covered the perspective of family 
members [24, 26, 29, 31, 32]. All of them focused mainly 
or exclusively on AN. Like the other two perspectives, 
the perspective of family members also revealed three 
themes; the balancing act between control and trust, a 
call for a more holistic approach to treatment, and a wish 
for a working alliance with the whole family.

The balancing act between control and trust
The family members felt that the whole family was neg-
atively affected by the afflicted person’s illness [24, 26, 
29, 31, 32]. The family members described the ED as an 
active choice which the sufferer, at least at some point 
during the course of the disease, could have refrained 

from [29]. The family members felt that controlling eat-
ing and weight had, for the ill person, become a way of 
coping in a life where other things felt uncontrollable, 
but that the ED had instead taken control of their loved 
one and changed her personality and behaviour [26, 29, 
31]. Family patterns and old roles changed [24, 26, 29, 31, 
32] and the family members described communication 
as characterised by conflict, mistrust and uncertainty. 
It could be perceived that the person with the ED had 
regressed, which led parents to become more controlling. 
The opposite sometimes happened with siblings, who 
would take on a more mature role, becoming a "media-
tor" in the family and taking greater responsibility.

Family members described a difficult balancing act 
between adapting to the ill person by, for example chang-
ing the family’s eating habits and activities, andbeing 
more demanding. The family members tried to find a bal-
ance between controlling and making demands on the ill 
person, and at the same time reinforcing and encourag-
ing positive steps and showing trust in her/him. To some 
extent, they felt that it was important to adapt the fam-
ily’s social activities and meals by, for instance, not hav-
ing certain foods in the house. However, this sometimes 
resulted in them "walking on eggshells" and accepting 
behaviours that were counterproductive in the long term. 
Siblings were often critical of the parents’ strategies and 
thought that they adapted too much.

A common strategy to cope with this balancing act was 
to distinguish the disease from the individual and to see 
certain behaviours as “the disease that speaking”. This 
helped the family members to maintain a supportive atti-
tude, even when they felt that the person with the ED was 
misbehaving [24, 26, 29, 31, 32].

A call for a more holistic approach to treatment
It was stressful to see the person with an ED suffering, 
and the family members felt anxiety, frustration and 
guilt. Their everyday lives were affected, both socially and 
professionally. Many informants reported that the family 
became more isolated and that they stopped associating 
with others. Several of the systematic reviews reported 
that family membersno longer had time for hobbies and 
that working life was affected [24, 29]. Against this back-
ground, family members stressed the importance of eas-
ier and faster access to specialised care with experienced 
and committed staff who could give the whole family 
including siblings information and support, and put them 
in touch with support networks outside the family to 
connect with others who were in the same situation. [24, 
26, 29, 31, 32].

Parents often felt that the health care model was too 
biomedical and focused too much on physical symptoms 
such as starvation. They perceived that the unique person 
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behind each patient was not seen [24, 29, 32]. Although 
the biomedical explanatory model could help to relieve 
parents’ feelings of guilt, it also conveyed a negative 
image of the patient’s chances of recovery [29]. The fam-
ily members emphasised that it was important that the 
therapist saw the patient as an individual and that the 
therapy did not focus too narrowly on correcting the ED 
symptoms, but also incorporated other things that were 
important to the patient [24, 29, 32].

A wish for a working alliance with the whole family
The parents often blamed themselves for their child’s ED 
[24, 26, 29, 31, 32] and they thought a lot about it’s pos-
sible origins in the family and the child’s upbringing. The 
siblings felt severely affected by the situation, something 
that was also described by their parents [24, 26, 29, 32]. 
Siblings became anxious and often took great responsi-
bility for both the afflicted sibling and their parents. At 
the same time, they often felt angry with their unwell 
sibling, and sometimes jealous that they were receiving 
more time and attention from their parents. The healthy 
siblings sometimes felt a conflict of loyalty and also were 
compelled to mediate between the afflicted sibling and 
the parents [29].

Family members often experienced a lack of support 
from the health service, especially at the beginning of the 
illness [24, 26, 29, 31, 32]. It was difficult to get a correct 
diagnosis and adequate help, and family members had to 
fight to get the right care for the affected person. Fam-
ily members often felt excluded from care and experi-
enced that health care staff did not support them or listen 
to them. This exclusion was often attributed to rules or 
principles that had to do with confidentiality or legisla-
tion. Family members also felt that they received conflict-
ing advice and suggestions from the health service or that 
they were not taken seriously [29].

The three overarching themes
Our synthesis identified three themes in common among 
the views of patients, family members and health care 
professionals (Table 2). The first theme pertained to the 
patients’ need for control, which was seen by the fam-
ily members and the health care professionals as a false 
control, where the affected person was in fact controlled 
and limited by the ED. The second theme was the balanc-
ing of physical recovery and psychological needs, where 
the biomedical model was viewed differently from each 
of the three perspectives. Health care professionals felt 
that, if used with the right knowledge and competence, 
the model gave them the support they needed to define 
target symptoms and goals for recovery, while patients 
and family members felt that the model placed too much 
focus on the somatic aspects of the disorder and failed to 

address psychological distress. The third theme was the 
importance of forming trusting relationships for accom-
plishing a well-functioning therapeutic alliance that rec-
ognises the whole individual and not just the disease, and 
that also involves family members.

Discussion
This meta-review brings together a substantial amount 
of qualitative research, including data from 255 unique 
studies, on the experiences of EDs from the perspec-
tives of patients, family members and health care pro-
fessionals. Three themes emerged from the synthesis; 
the patients’ need for control, balancing physical recov-
ery and psychological needs, and the importance of 
trusting relationships in the treatment of the disorders. 
Although all three main themes were identified in the 
views of all three groups of informants, there were some 
differences in their expression that may be important to 
acknowledge.

Implications for health care systems
The ED causes a great deal of suffering for both the 
affected person and the family members, and both par-
ties emphasise the importance of getting the right treat-
ment. From our synthesis, however, there appears to be 
a divergence between ED patients and their family mem-
bers on the one hand, and the health care staff on the 
other, regarding how the ED should be understood and 
treated. Health care professionals often represent a bio-
medical explanatory model, while ED patients and their 
family members feel that this model is not sufficient. 
These different approaches are not necessarily conflict-
ing, but can potentially complicate the alliance building 
and pull the treatment in different directions, where the 
professionals place more emphasis on symptom reduc-
tion and weight rehabilitation, while the patients and 
their family members want a more holistic approach to 
treatment and recovery. This conflict, and suggestions for 
how to avoid it, was also emphasised in one of the stud-
ies involving health care staff [35]. The main suggestion 
from patients, family members and health care staff on 
how to achieve this holistic approach, while still attend-
ing to the physical needs of the patient, was to increase 
the knowledge. The importance of having access to staff 
who are knowledgeable in terms of both understanding 
the disease and attending to the patient’s physical needs, 
and understanding their psychological struggles, and are 
able to meet the patient in a respectful way, cannot be 
overemphasised.

In today’s health care, and among policy makers, there 
is an increasing focus on using manual-based treatments 
and on measuring the outcomes of treatment. Great 
emphasis is placed on questions about which treatment 



Page 20 of 23Gustafsson et al. Journal of Eating Disorders           (2021) 9:156 

method has the best scientific support, and how to make 
sure that therapists actually deliver the method according 
to the manual [36]. These are of course important ques-
tions that need to be addressed. However, it is important 
to acknowledge that these aspects seem to be entirely 
absent from patients’ and families’ descriptions of what 
is lacking or what is important in treatment. On the 
contrary, persons with an ED’s desire treatment that is 
more flexible and individualised, with greater focus on 
their unique, individual situation. None of the systematic 
reviews in this study mentioned that patients or family 
had called for any specific method of treatment, instead 
they called for a more holistic and individually-adapted 
care. Since a significant proportion of ED patients dis-
continue treatment prematurely [37], and a common rea-
son for this is lack of motivation [38], it is important that 
health care providers increase their knowledgeabout how 
patients and family members perceive the care provided, 
and what would motivate patients to stay in treatment.

Treatment manuals are a set of principles designed to 
be applicable to each individual patient. When delivered 
flexibly and skilfully there is no reason why individual-
ised care should be in conflict with the use of treatment 
manuals [39]. However, many clinicians regard treatment 
manuals as constraining their practice and limiting the 
individualisation of interventions [39]. Against this back-
ground, and the findings of this study in terms of patients 
and relatives calling for a more holistic and individual-
ised treatment, it seems that ED treatment faces a great 
challenge in integrating theory, research, clinical knowl-
edge and the important perspectives of patients and their 
families in order to improve and adapt ED treatment. For 
this to be successful, it has been suggested that we need 
to expand the scope of treatment research and stimulate 
diversity within ED treatment and research [40].

Limitations and strengths
One limitation of this meta-review, which is a common 
problem in qualitative research syntheses, is the con-
siderable variability in research aims, data collection 
approaches and methods of synthesis that were present 
in reviews as well as in the primary studies. Another 
problem that is difficult to avoid in qualitative syntheses 
is the possibility that the authors’ underlying assump-
tions may have introduced bias through selection of the 
experiences and views that are presented in the stud-
ies. The risk of overestimating the findings through data 
redundancy should also be considered, but is probably 
not a major problem in this meta-review since most of 
the included reviews had a unique focus and the study 
overlap was limited (Additional File 3).

In our quality assessment, we found that most sys-
tematic reviews that fulfilled our inclusion criteria were 

of high or moderate methodological quality. However, 
relatively few of the included reviews stated that they 
had followed the PRISMA or ENTREQ statement, and 
the compliance with these guidelines can indeed be 
enhanced – for example, by reporting how many review-
ers were involved in the screening of studies and whether 
they worked independently (PRISMA checklist item 8)
[41]. Other shortcomings in the included reviews were 
inadequate reporting of when in the progression of the 
disorder the data was collected, and inadequate infor-
mation on the study authors’ competence in the field. In 
most reviews, however, a tool for critical appraisal of the 
original studies had been used, such as the CASP tool.

The major strengths of this meta-review are its broad 
scope – including three different perspectives of key 
informants – and the rigorous methodology of the litera-
ture screening, which involves systematic assessment of 
methodological limitations in the included reviews. The 
tool that we used for assessment of qualitative systematic 
reviews was developed in parallel to this meta-review and 
incorporates elements from the PRISMA guidelines [41] 
and the ENTREQ recommendations [16]. We believe that 
this tool can also be useful for other authors of qualita-
tive meta-reviews. Another strength of the current study 
is the adequacy of the data. Most of the findings in our 
meta-review were based on at least three different sys-
tematic reviews and seven to 32 primary studies.

The study population and research needs
The included reviews focused mainly on anorexia nervosa 
(AN) or on EDs in general, without specifying a particu-
lar diagnosis. None of the identified reviews exclusively 
evaluated individuals with bulimia nervosa (BN) or binge 
eating disorder (BED), which was somewhat surprising. 
The possibility to generalise our findings to other EDs 
than AN is thus limited. To our knowledge, no systematic 
review that specifically focuses on experiences of BN or 
BED have been published after our literature search was 
performed. Considering the high prevalence of BN and 
BED that have been reported [6], there is a need to high-
light experiences of these disorders in future qualitative 
systematic reviews.

Most of the included systematic reviews concerned 
both women and men with EDs, but men were underrep-
resented relative to their expected incidence, which pos-
sibly reflects the proportions of women and men that are 
studied in the primary qualitative studies of EDs. This is 
confirmed by a recent systematic review on men’s expe-
riences of ED treatment[42], which identified only nine 
primary studies (not included in this review since it was 
published after our literature search). Since the preva-
lence of EDs is known to be higher among women, there 
might be a tendency to overlook the problem in men and 
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boys. However, the prevalence of EDs among men has 
increased substantially over the last two decades and it 
is estimated that men and boys constitute 20% of all indi-
viduals with EDs [7]. Thus, there is an increasing need to 
acknowledge their experiences, which may not necessar-
ily be interchangeable with those of girls and women.

Since our literature search was performed, a few addi-
tional systematic reviews have been published on EDs 
from the patients’, family members’ and/or health care 
professionals’ views. These mainly confirm our findings 
[43–45]. However, there are some interesting new results 
that build on preexisting knowledge and are worth men-
tioning. For example one systematic review focused 
exclusively on the experiences of males with an ED, and 
besides confirming the findings of this study regarding 
the call for an individual and person centered approach 
in treatment, it also added interesting results about rec-
ognition, help-seeking and treatment from a male per-
spective [42].

A systematic review by Johns et  al. gave new insights 
about the perceptions of health care professionals, 
patients and their family members in terms of meet-
ing professional staff with knowledge about EDs [12]. 
Another systematic review by Graham et  al. described 
the dilemma faced by health care professionals using the 
key concept of “coping with caring without curing”, ele-
gantly illustrating the dissonance between careers’ aspi-
ration to help and the reality of their working situation 
[46].

Conclusions
To our knowledge, this is the first meta-review of qualita-
tive systematic reviews focusing on experiences of EDs. 
The compilation acknowledges some important similari-
ties and differences between the views of the three dif-
ferent informants, where health care professionals felt 
that the biomedical model was helpful, while patients and 
family members felt that it was insufficient and failed to 
address their psychological distress. Viewing these per-
spectives as complementary rather than conflicting may 
contribute to a better understanding of the complexity of 
treating EDs. Acknowledging experiences from various 
perspectives may eventually lead to adaptations in health 
care that can hopefully improve treatment compliance 
and recovery rates for individuals with EDs.

Our meta-review also indicates that there is a need 
for methodologically well conducted qualitative system-
atic reviews on EDs in which the population is clearly 
described regarding age, sex, and diagnosis. In particu-
lar, there is a need for systematic reviews on experiences 
regarding BN and BED.
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