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Abstract 

Background:  Research indicates that family therapy for anorexia nervosa (FT-AN) and multi-family therapy (MFT) are 
effective treatments for adolescents experiencing anorexia nervosa (AN). However, less is known about young peo-
ple’s experiences of these two treatments, as there is limited qualitative research, and to date no qualitative research 
within an inpatient setting. It is argued that the lack of such insight limits the development of services for young 
people experiencing AN.

Method:  Five young people were recruited to the study from a specialist inpatient unit who were receiving treat-
ment on the AN pathway which included both FT-AN and MFT. Semi structured interviews were undertaken and 
analysed using Interpretative Phenomenological Analysis.

Results:  Four superordinate themes and ten subthemes were developed from the data. The four superordinate 
themes were: ‘Process of Understanding’, ‘Reviving Connection’, ‘Emerging from the Eating Disorder and ‘Development 
of I’.

Conclusions:  There appeared to be two overarching concepts: the role of the individual and the role of others, that 
helpfully framed the results. The superordinate themes: ‘Emerging from the Eating Disorder’ and ‘Development of I’ 
focused on the development of the individual. Conversely, the superordinate themes: ‘The Process of Understanding’ 
and ‘Reviving Connection’ were centred on the relationships existing within the family system. The results could help 
inform future service developments regarding inpatient provision and service design.

Plain English Summary:  The most widely used and recognised treatment for anorexia nervosa in young people is 
family therapy for anorexia nervosa (FT-AN). An alternative treatment is multi-family therapy (MFT). Both treatments 
are deemed to be effective and usually happen in the community. However, some hospitals provide these treatments 
while the young people are in-patients. There is no research exploring young people’s experiences of these two treat-
ments while in an in-patient unit.
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Background
Anorexia nervosa
Anorexia nervosa (AN) is a serious condition associated 
with severe physical [1] and psychological complications 
[2], with one fifth of deaths associated with AN due to 
completed suicides [3]. AN is believed to have the high-
est mortality rate of all mental health conditions [4] and 
a higher mortality rate than physical health conditions 
such as asthma or diabetes [5].

Anorexia nervosa in young people
AN is predominately associated with adolescence, and 
prevalence studies have shown the median age of onset 
for AN to be 12.3  years [6], with incidence rates being 
highest amongst the 15–19 age range [5]. AN is reported 
as the third most chronic illness amongst adolescents [5], 
this chronicity and severity highlights the importance 
of both effective and timely treatment as lower age and 
reduced duration of illness are factors associated with 
better treatment outcomes [7]. The ‘Access and Wait-
ing Time Standard for Children and Young People with 
an Eating Disorder’ document states that young peo-
ple should have access to National Institute for Health 
and Care Excellence (NICE) compliant treatment in a 
timely manner [8]. The document provides guidance on 
standards for establishing services and the delivery of 
treatment.

Treatment for anorexia nervosa in young people
Family Therapy for Anorexia Nervosa1 (FT-AN) is the 
first line intervention for adolescents experiencing AN, 
as defined by NICE guidance [9]. FT-AN is a treatment 
that empowers parents to ‘re-feed’ their child, it is most 
commonly an outpatient treatment, delivered weekly to 
a single family facilitated by a single therapist. It consists 
of three phases which ultimately focuses on the young 

person taking back control of their eating. In addition 
to FT-AN, multi-family therapy (MFT) [10], was devel-
oped as a group treatment approach with different fami-
lies coming together for treatment. Up to eight families 
may form group therapy sessions, consisting of a range of 
activities and tasks, usually with two therapists.

Research reviewing the existing literature highlights 
the efficacy of FT-AN and MFT [7]; FT-AN was deemed 
to be significantly better than the comparison treatment 
at six and twelve month follow ups [11] and MFT also 
resulted in significantly better treatment outcomes [12]. 
However, there remains a  limited number of randomised 
control trials (RCTs) exploring the effectiveness of both 
treatments; a meta-analysis exploring adolescent treat-
ment only included seven  RCTs  including FT-AN [13] 
and the most recent systematic review on MFT contained 
27 studies [14], of which only two were RCTs [12, 15] 
and two were conducted in an inpatient setting [15, 16]. 
Research is supportive of the adaption of FT-AN [17–19] 
and MFT [15, 16] in more intensive treatment programs. 
To the authors knowledge there have been no studies 
focused on these combined treatments in inpatient set-
tings and the evidence to support the effectiveness of 
inpatient treatment is variable and largely inconclusive 
[20].

We also note that there has been little qualitative 
research looking at adolescents’ experience of FT-AN. 
Some research has looked at adolescent experience of 
FT-AN in outpatient community settings [21–24], which 
highlighted the importance of family involvement. An 
even smaller body of qualitative research has been under-
taken on young people’s experiences of MFT [25–27], 
highlighting treatment acceptability and the benefits 
of the group process. There are clear benefits to under-
standing how young people experience treatment [20], 
it is useful both to inform service development [28], and 
provide insight into treatment acceptability and complex-
ity, [29]. For example, young people appeared to value 
FT-AN, finding key aspects of the manulised treatment 
most helpful, even if it was challenging for the them [29].

Young people who had received both FT-AN and MFT in an inpatient setting were asked to share their experiences 
of these two treatments. Their stories were analysed by a researcher. The analysis identified four themes: ‘Process of 
Understanding’, ‘Reviving Connection’, ‘Emerging from the Eating Disorder and ‘Development of I’.

The results highlighted that the young people appeared to place more value on the role of others and perhaps others 
changing enabled them to change. The research highlighted the benefit in others’ understanding and therefore how 
improving societal understanding more broadly would be helpful. The young people reflected that both they and 
their parents benefited from FT-AN and MFT in an in-patient setting and it is proposed that this could help inform 
future service developments regarding inpatient provision.

Keywords:  Adolescent, Anorexia nervosa, Qualitative research, Family therapy for anorexia nervosa, Multi family 
therapy

1  Family Therapy for Anorexia Nervosa can also be referred to as Maudsley 
Family Therapy or Family Based Treatment.
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Furthermore, the ‘Access and Waiting Time Standard 
for Children and Young People with an Eating Disorder’ 
document highlights the importance of commissioners 
understanding the experiences of young people in order 
to improve access to services [8].

Method
Aims of the project
The principal objective of this research was to explore 
young people’s experience of FT-AN and MFT in an 
inpatient setting in order to better understand the sense 
they make of the treatments provided and, from their 
perspective, treatment acceptability.

Ethics
Ethical approval was granted by the Health Research 
Authority.

Participants
Purposive sampling was used to recruit five participants 
to the study from a National Health Service inpatient unit 
for eating disorders (ED). The inpatient unit provided 
multiple treatment pathways, one being the AN treatment 
pathway which included having FT-AN and MFT as part 
of their inpatient treatment. Participants were recruited 
from the AN pathway; whilst on this individuals would 
receive manualised FT-AN and five days of MFT. Four of 
those days were held on consecutive weeks, with the fifth 
being held nearer to discharge. The MFT was a closed 
group with a maximum of eight families, facilitated by 
two clinicians. Individuals were referred to the inpatient 
unit via their community team as they were judged to be 
unable to remain at home due to the severity of their pres-
entation. The young people were admitted and lived in the 
hospital unit without their family until they were deemed 
to be well enough to be discharged back to their commu-
nity team. Family members were allowed to visit regularly, 
attended for therapy sessions and join other aspects of the 
unit’s routine, such as mealtimes and recreational activi-
ties. The participants had either a diagnosis of AN or a 
diagnosis largely characterised by features of AN, such 
as Other Specified Feeding and Eating Disorders. Four 

participants were female, and one was male, ages ranged 
from 10–18 with a mean age of 14.6 years. Three of the 
participants were nearing the end of their inpatient stay 
and were deemed to have completed MFT and FT-AN 
by the clinical team and the other two had recently been 
discharged. Pseudonyms have been allocated to partici-
pants to maintain confidentiality (see Table 1). The nature 
of the study meant that no additional demographics were 
collected regarding the participants. Although illness spe-
cific demographics were not obtained it is the case that 
participants conditions were sufficiently severe, at the 
time of admission, as to require inpatient care, and at the 
time of discharge they were well enough to be cared for by 
community teams.

Data collection
Participants engaged in semi-structured interviews 
designed to explore themes relating to the young person’s 
experience of treatment and of change. The interview 
guide was cocreated with an expert by experience. The 
interviews varied in duration, ranging from 24 to 76 min 
with a mean duration of 37 min.

Data analysis
Interpretative Phenomenological Analysis (IPA) is a 
qualitative research method that focuses on examining 
how people make sense of their lived experiences [30]. It 
was particularly suited to this study as it was concerned 
with the sense young people make of their experience 
of receiving therapy in an inpatient unit. As IPA is con-
cerned with the individual experience a small sample of 
participants was deemed appropriate [30], furthermore 
recruitment was limited due to the Covid-19 pandemic. 
Due to the interpretative nature of IPA and the existence 
of a ‘double hermeneutic’ (the researcher making sense 
of the participants own sense making), it was important 
to engage in reflexive processes. Due to the researcher’s 
(EC) previous experience of working in EDs and role 
as a trainee clinical psychologist, it was important for 
the researcher to remain mindful of her experiences to 
ensure that she did not map her understanding of real-
ity on to those of the participants and make assumptions 
about their experiences,  bracketing off assumptions 
and understanding. Many processes were incorporated 
throughout the progression of IPA to enable reflexivity 
and to enable consideration of biases: supervision, IPA 
tutorial groups, keeping a reflexive diary and discussions 
with supervisors and colleagues.

Results
Four superordinate themes arose from the analysis of the 
data: ‘Process of Understanding’, ‘Reviving Connection’, 
‘Emerging from the Eating Disorder’ and ‘Development 

Table 1  Participant demographics

**Pseudonyms have been allocated to maintain confidentiality

Participant number Name**

1 Morty

2 Lilly

3 Meghan

4 Lucy

5 Molly
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of I’. Each superordinate theme had a number of sub-
themes (Table 2) which will be presented in further detail 
with associated quotes to support the development of the 
theme.

Process of understanding
The superordinate theme ‘Process of understanding’ 
related to the young people’s experience that once others 
came to understand more about the ED then the young 
person felt more understood.

Understanding you are not alone
The theme ‘Understanding you are not alone’ arose from 
the sense that being with others, either professionals 
or peers, facilitated learning and change, as Lilly made 
sense of her experience of MFT: "I think it was nice to 
talk to other people, other parents, er, they knew they 
weren’t alone and they gave them the tools to progress". 
Morty reflected on the impact of the groups on his par-
ents’ understanding: "groups and stuff for like parents to 
understand and stuff … it helps like with my parents and 
stuff to understand and helps me to like try and deal with 
things a bit better”.

Throughout this theme there was an overarching sense 
that the young people attributed the benefit of the treat-
ment to the impact it had on their parents’ understand-
ing, as described by Molly: “it was almost Multi-Family 
Therapy was less for us, more for our parents, or at least 
that’s what we felt.” Despite the usefulness of connect-
ing with others there was a sense that at times it could 
be unhelpful as Lucy explored: “…to hear people who had 
got re-admitted…”. Notwithstanding the apparent difficult 
nature of learning about relapse described by Lucy, it is 
questioned if this experience enabled a greater under-
standing of the ED for Lucy and her parents. It was felt 
that aiding understanding in others was seen as beneficial 
to the young people.

Others understanding
When the young people talked about their experiences 
there was a sense that other people understanding more 
was central to their treatment experience, and this was 
enabled through the processes described in ‘Understand-
ing you are not alone’. This notion related largely to par-
ents having a better understanding of the ED: “I think 
that they’d say that [pause] their [pause] view of anorexia 
has changed probably … They see it as more a mental ill-
ness ……” as described by Lilly. There was a sense that the 
parents had gained a greater understanding of the illness 
itself but also the severity of the illness. The enhanced 
understanding appeared to sit within the context of sup-
porting parents as described by Lucy: “it’s helped them” 
to understand the ED but Lucy still felt that her parents 
would never be able to fully understand her experience: 
“obviously you can never be 100%…”. This subtheme 
related to the young person valuing their parent having a 
greater awareness and understanding of the illness, which 
it felt enabled the young person to be better understood.

I am understood
The subtheme ‘I am understood’ was created through the 
interpretation of the data which conveyed a sense that 
the young people were better understood as a result of 
their parents increased grasp of the ED. Lucy described 
her parents as having a greater understanding of the 
emotional impact: “Erm [pause] helped them understand 
the emotions associated with it [pause] and how it’s not 
one-sided ever. It’s always two sides”. Thus, sharing a 
sense that she is better understood and implying parental 
responses to her have been modified. The notion of mod-
ified parental responses was highlighted by Lilly who felt 
that her parents now knew how to support her: “Er, they 
know how to manage my meltdowns… and they know 
how to properly support me at mealtimes” and Molly 
described them as: “a lot more accepting”.

Table 2  Overview of themes

Superordinate Theme Subthemes Participants contributing

Process of Understanding Understanding you are not alone All participants

Others understanding All participants

I am understood All participants except Meghan

Reviving Connection Altering the system All participants

Taking it forward All participants

Emerging from the Eating Disorder Understanding the immersion All participants except Molly

The Eating Disorder as damaging Lily, Meghan and Molly

Development of I Adapting to the new norm All participants except Lilly

The process of evolving All participants

Finding my voice All participants except Lilly
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Morty described the idea that now his parents’ under-
standing had changed so had the way they made sense of 
his previous behaviour: “…I think she also thought like, 
about like I was choosing to be unwell and stuff but yeah.” 
Morty’s experience created a sense that his past behav-
iours were better understood in the context of the ED 
and raised the question as to whether there would be 
an improved interaction between Morty and his parents 
going forward due to this greater understanding of the 
young person. The increased understanding of the young 
person in the context of the ED appeared to highlight 
an improved interaction between the parents and young 
person.

Reviving connection
The superordinate theme of ‘Reviving connection’ cen-
tred around the notion that there was a newness to the 
connection the young people and their families were 
experiencing. There was a process through which discon-
nection had occurred but altering the system through 
treatment enabled the system to act differently and thus 
revive the connection.

Altering the system
The subtheme of ‘Altering the system’ centred on the idea 
that in order for the sense of disconnection to change 
then the system needed to be altered, with the altera-
tion occurring through the interventions of FT-AN and 
MFT. The idea that someone external entering the system 
could facilitate change was offered by Molly: “…having 
someone a third party label it… makes it much easier to 
have conversations…I don’t sometimes have to say what 
I really think but they still understand what’s going on.” 
Lucy further supported the sense that an external voice 
entering the system was of benefit as it was believed to 
be positive: “… having a voice from someone else…you 
need someone else to kind of have an input.”. The role of 
an external entering the system seemed to centre on the 
benefit of an outside voice as well as the role of FT-AN 
and MFT as highlighted by Meghan: “… we did a role 
play … we were the parents [okay] and I think that sort 
of opened it up for a lot of us, sort of actually seeing sort 
of what it must be like in your parents’ perspective…”. The 
value in the role of treatment was situated in the context 
of enabling an alternative perspective. Meghan talks of 
understanding the situation from her parent’s perspec-
tive, and Molly talked of her family becoming: “a lot more 
aware of each other”. Supporting the notion that therapy 
has helped shift perspectives which has enabled the fam-
ily system to act differently, as if the family scripts, which 
are the narratives the family hold are starting to become 
more fluid due to the input of others.

Taking it forward
The shifts in family systems as a result of altered perspec-
tives and increased understanding were acknowledged by 
the young people as they started to make sense of what 
this meant for their families in a longer term capacity, 
figuring out how to take the changes forward with them. 
The role of an external voice entering the system and 
shifting perspectives led to the familial systems acting 
differently. Young people talked of improvements in their 
relationships with significant others as Lilly describes: 
“getting closer again” to her sibling, which was supported 
by Meghan’s experience: “…not just like me and my fam-
ily, my family’s got closer with each other as well…”. Molly 
explored the changes that had occurred for her family: “…
being able to have more conversations, have like brother 
as an ally rather than someone to compete against.”, high-
lighting the revival of a sibling relationship and a sense 
that there is a version of normality emerging.

Although the young people reflected on these changes 
as positive, it was apparent that they were also chal-
lenging and required effort to embed in altered family 
scripts. Molly described: “…building on creating almost 
a new element of family is really difficult and still is…”. 
Molly highlighted the challenges faced by the family and 
the use of the word ‘building’ supports the notion that 
this process of change is hard work and takes effort and 
thought. There was a sense that despite the hard work 
implemented by the families there were times when the 
new way of doing things was ineffective. Lucy further 
highlighted the idea of ineffective communication; mak-
ing sense of it as her family became stuck as they are: “…
going round in circles…”.

There were further difficulties with embedding change 
within the family as highlighted by Morty who suggested 
that although talking was happening outside of therapy 
it was only: “sometimes” and: “not that much outside 
though”, highlighting the role of therapy in facilitating 
relational shifts. There was a sense that the young people 
wanted to take the changes forward, but it was a complex 
process. The impact of the individual on the shifts in the 
relational changes is important to consider and as this 
research explored the experiences of the young people 
their experiences of individual change will be explored 
further.

Emerging from the eating disorder
The superordinate theme of ‘Emerging from the eating 
disorder’ resonated with the sense that at some point in 
the illness trajectory the young people experienced being 
consumed by the ED but as they progressed through 
treatment they came to gain a sense of perspective and to 
understand the ED as damaging.
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Understanding the immersion
The young people shared experiences of the ED, which 
were understood in the context of being immersed in 
the illness, as Lilly came to realise the need for inpatient 
treatment: “it got to a point where I wanted to get bet-
ter and I knew I couldn’t do that at home”. Lilly describes 
feeling: “upset” by the experience of hospital but it feels 
as if she came to a realisation that she was so immersed 
in the ED that she had no other option; she could not 
recover at home implying the ED was too strong. The 
idea of struggling to progress was shared by Lucy who 
explained: “I wasn’t really making enough progress in the 
community. So it was, yeah, I was sent there”, implying 
inpatient treatment enabled her to emerge from the ED. 

There was a sense that the young people were fighting 
to return to a previous way of being, as Morty described: 
“they’ve helped with like, er, trying to get, er, back into 
like eating different foods.” The sense that Morty needed 
help to ‘try’ reinforces the gravity of the challenge the 
young people faced when trying to regain a sense of 
normality in the context of eating. Meghan used eating 
as a measurement of change: “ …I look back and realise 
how bad I used to actually …I’m eating now, but like a 
couple of months ago, I probably wouldn’t eat anything 
at all.”. The striking feature of Meghan’s account is the 
power in her realisation of how immersed she was; the 
young people needed facilitated recovery to enable them 
to reflect and realise the impact of the eating disorder on 
themselves. There is a sense that the ability to reflect on 
the past is key to their understanding and that the young 
people would not have understood the immersion at the 
time. The subtheme feels centred around the realisation 
of where one was in terms of the illness as opposed to 
evaluating the impact of the immersion.

The eating disorder as damaging
There was a unanimous experience that the young peo-
ple came to understand the illness as damaging; Lilly 
described it: “what it would look like it would be like 
spikey…” when trying to make sense of how she would 
externalise the ED. The word spikey is suggestive of caus-
ing harm to those on the exterior but perhaps also harm-
ful to self as it ensures others are repelled and keep a 
distance. The notion of distance was supported by Lilly 
as she reflected an impact of the ED on her relation-
ships: “We’re definitely not as close…, I really took it out 
on her.” Lilly highlighted the lasting impact it had on her 
sibling relationship whilst indicating she felt a sense of 
responsibility for these changes. Molly further contrib-
uted to this sense of damage caused to others and self as 
she described: “just the relief … you’re not forcing your 
parents into that situation anymore is incredible… it’s 
really difficult because you’re constantly lying”, this is 

suggestive of damage incurred due to the coercive nature 
of the ED but there is also a reinforcement of the respon-
sibility or guilt that is experienced by the young people.

Molly further described the damage experienced by the 
ED in the context of damage to self: “I feel like I chose 
it because I did it to myself.”. Molly describes her expe-
rience as believing she made a choice in terms of her 
actions and it is felt that this is experienced as guilt for 
the impact of the ED; therefore providing an alternative 
stance on the ED as damaging as it appears to be damag-
ing from an internal stand point for Molly. Interestingly, 
Molly questions if her beliefs about choice are: “an ano-
rexic thought”, implying time might enable a shift away 
from her experience of responsibility. There was a sense 
that the young people experienced the ED as damaging 
due to the impact it had on others and the emotional 
impact on themselves because of the perceived sense of 
responsibility for the damage. However, there was a sense 
this could shift over time and this had occurred during 
their inpatient experience.

Development of I
The superordinate theme of ‘Development of I’ was 
focused on experiences of individualised change for the 
young people. Throughout the theme there appeared to 
be a sense of questioning and almost hesitance in iden-
tifying and naming changes for them as individuals. It 
is important to consider the impact of individualised 
change on the system. Yet the value placed on change for 
the individual appeared less than that of the value placed 
on others changing and the systems changing.

Adapting to the new norm
There was a sense that the young people experienced 
adjusting to a new sense of normal. Their experience of 
entering hospital was described as difficult,  the young 
people felt they were entering the unknown, as described 
by Lucy: “It was hard…I just think being like taken away 
from your home is really difficult”. Molly reiterates the 
idea of the unknown: “…you’ve just suddenly moved into 
like a new place and you’re living with people [inaudible], 
so I was very scared when I first got here.”. Despite the 
sense that coming into hospital was challenging, Molly 
appears to be suggesting that this was her initial experi-
ence and it changed over time. 

The changes in an individual’s experience was attrib-
uted to the connection with others by Meghan: “…it 
was scary… then you make friends and … close relation-
ships with people, [pause] it’s not as bad” whereas Morty 
seemed to make sense of it as: “it just feels a bit more 
like, just a bit more like you get used to it….” Thus there 
was an overarching awareness of the role of time that 
appeared to facilitate adaption, Lucy explained: “I think, 
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as time went on, it became more and more valuable and 
different activities we did”, reinforcing the idea that time 
enabled the individual to develop to a point where they 
valued the input. The young people reflected on the chal-
lenging experience of entering an inpatient facility and 
how time enabled a shift in the way they felt, enabling an 
adaption.

The process of evolving
The subtheme ‘The process of evolving’ related to the 
idea that there had been change for the young person as 
an individual and they experienced a process of change. 
Lucy recognised that over time her contribution to 
therapy evolved: “… throughout my stay I became more 
[pause] involved in the session”, it is questioned how the 
sense of involvement facilitated change for Lucy. Other 
young people noticed an emotional shift in themselves as 
Morty reflected: “…I’ve got more, er, calm with, er, sort 
of being in hospital, I guess…, the therapy like sort of 
changed how like I sort of felt as well…”. Although Morty 
recognised a shift in his internal state, he highlights the 
hesitance that surrounded the young people when dis-
cussing the evolution of themselves. It is questioned if 
this relates to a difficultly in expressing oneself or a reluc-
tance to prioritise the role of I in this process. The idea of 
a change in one’s internal state is supported by Lilly: “My 
mental state is much different to the state it was in, feel-
ing less upset, less tearful”, highlighting a positive evolu-
tion in her mental state.

Furthermore, the young people described a sense of 
evolving to be in a position where they better understood 
themselves as described by Meghan: “…it’s not just figur-
ing out my problems, … I feel like [pause] I’m more con-
fident, just as a social [yeah] person as well as before I 
came in here as well.” Meghan highlighted the benefits of 
her experience of treatment as not solely focused on the 
problem but a wider impact on the development of her as 
an individual, reflecting on how she evolved and how this 
differed from her former self. The young people reflected 
on an experience of evolving in their understanding of 
themselves, which led to a change in their internal states, 
and how they acted.

Finding my voice
The final subtheme to be presented further explores the 
process of self-development and how the young peo-
ple emerged from the process as an evolved version of 
their former selves. The idea that the young people had 
found a voice arose from the interpretation of the data 
as Meghan describes a change in how she approaches 
things: “… I wouldn’t dare to say anything before [yeah], 
I was very a keep to myself type of person, I can’t really 
do that here [laugh]”. There is a sense that Meghan was 

previously hesitant to use her voice and it feels as if the 
change in using her voice is associated with her sense of 
self-development. It is questioned if there was a sense of 
fear regarding using her voice and perhaps the power it 
held. There was a sense that practicing using their voices 
enabled them to find their voice as Lucy described: “… 
one of the things we did talk about in family therapy was 
how to deal with other people…now I can deal with it. 
So, I think that – talking about it definitely did help.”

There is a sense that by practicing using her voice it 
enabled it to become the norm and perhaps this impacted 
on the previously perceived repercussions of using their 
voices. Morty reinforces the notion that finding his voice, 
and subsequently using it, became the norm: “maybe it’s 
just because, er, I’ve been with loads of people on the 
ward and talking to them, maybe I’m a bit more used to 
talking.” It is suggestive that through a process of finding 
their voices and talking, the young people had developed 
a sense of who they were and thus enabled them to share 
their lived experience of FT-AN and MFT in an inpatient 
setting.

Discussion
Analysis of the data resulted in the development of four 
superordinate themes within two overarching concepts: 
the role of the individual and the role of others. The 
themes generated from this research highlighted that 
young people valued being understood and the revival 
of interrupted connection, they placed less emphasis on 
their experiences of change and the role of the individual 
within this experience.

The role of the individual
The themes ‘Emerging from the eating disorder’ and 
‘Development of I’ centre around the experience for the 
individual. The young people acknowledged the damag-
ing nature of the ED in the theme ‘Emerging from the 
eating disorder’; which is consistent with Eaton [2] who 
described individuals as having a ‘pivotal moment of real-
isation’ regarding the damage caused by ED. However, 
the idea of a defining moment did not emerge from the 
transcripts; Eaton’s Meta-Ethnography is focused on the 
experiences of adult females and therefore it is possible 
that young people have a different experience. Existing 
research reported a deterioration in interpersonal rela-
tionships in the context of damage caused by the ED [2, 
31–33], as opposed to damage to significant others and 
the impact on the individual in terms of responsibility 
for the damage caused to others as was evident in this 
research.

The young people explored the impact the ED had on 
their self-development, giving consideration to how they 
had evolved through the process during their reflections 
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in the theme ‘Development of I’. Research supports the 
notion of an individual losing their sense of identity in 
an inpatient context [20, 34, 35], highlighting that inpa-
tient settings can foster dependency [34]. However, the 
unique nature of the inpatient unit in terms of the use of 
FT-AN and MFT, combined with the encouraged paren-
tal involvement, may have prevented a sense of depend-
ency developing.

The impact of individual change on the wider familial 
system could usefully be explored further as the young 
people participating in this research placed an emphasis 
on a shift in parental understanding, which is sugges-
tive, that parental shift enabled individual change. It is 
believed systemic change, in the context of parental con-
tainment in FT-AN is needed in order to support indi-
vidual change [24], reflecting the experience of the young 
people in this research. It is noteworthy that this still 
occurs for the individuals when undertaking FT informed 
treatments whilst removed from the family environment.

The role of others
‘The process of understanding’, followed by ‘Reviving 
connection’ centred on others and focussed less on the 
individual. Within FT it is felt that an individual can be 
understood in the context of the familial system and this 
system is utilised to facilitate change [36], which is con-
sistent with these themes.

A disconnect within the family was described by the 
young people in the theme ‘Reviving connection’, which is 
again supported by the literature. Research highlights the 
anxiety provoking nature of an ED and how this impacts 
on parents and consequently interconnection within the 
family [24]. Whitley and Eisler [37] reported that fami-
lies adapt to centre around an illness, causing disruption 
to family life and magnifying existing patterns of fam-
ily functioning. Therefore, the removal of the individual 
from the system in the context of an inpatient admission 
may disrupt this ‘centralisation of the illness’ and there-
fore provide a space to facilitate and enable change to 
occur.

The themes ‘The process of understanding’ and ‘Reviv-
ing connection’ were interconnected in the idea of learn-
ing and altering actions facilitated by the treatments. A 
Meta-Synthesis exploring young people’s experiences of 
FT-AN in community settings highlights the improve-
ment in familial relationships via the process of therapy 
[29]. The notion of improved relationships was apparent 
in the experiences described by the young people in this 
research, highlighting similarities in the young people’s 
experiences of FT-AN in an inpatient context when com-
pared with the existing literature. If young people detail 
a similar experience it is questioned if this supports the 

efficacy of the treatment outcomes as FT-AN and MFT 
are only researched in community settings.

Clinical implications
A number of recommendations can be made in regard 
to service provision. The young people placed value in 
others learning and understanding about  the ED which 
helped them to feel understood, and such training and 
education could form part of an intervention pathway, 
perhaps initially with further training and education to 
professionals. Individual ED services could provide train-
ing to primary care and third sector services to enhance 
recognition, understanding and signposting which could 
then be shared with parents and families.

The outcome of the research highlights treatment 
acceptability for young people in an inpatient setting. The 
young people appeared to value the treatments offered, 
and even when they did not value them for the benefit to 
themselves, they identified the value to parents. Further-
more, as the inpatient unit offers a novel way of delivering 
inpatient treatment the findings support the notion that 
young people benefit from this approach and value the 
support offered, recognising the value this could bring in 
terms of changing the family focus on illness.

At a wider level improving the societal understanding 
of EDs has potential clinical value as this may result in 
a more helpful response by parents when experiencing a 
child with an ED for the first time. In addition, ongoing 
support to parents was deemed valuable in this data set, 
which is supported by research evidence highlighting the 
acceptability of online support platforms [38] and anec-
dotal reports of the value of face-to-face support groups 
for parents.

Limitations
There are limitations that need to be considered with this 
research project. The sample size was small, with a total 
of five participants, and whilst recruitment issues were 
unavoidable due to the service constraints and the Covid-
19 pandemic, it does limit the findings and the potential 
for missing important experiences. However, qualitative 
research is typically associated with small sample size 
enabling rich, detailed accounts to be obtained through 
semi structured interviews providing insight into lived 
experience in a way that is unattainable in quantitative 
research. Furthermore, recruitment was carefully consid-
ered to ensure that a homogenous group of participants 
were recruited to enhance the understanding of this par-
ticular group. The value in a homogenous sample in qual-
itative research is that it enables an in-depth exploration 
of a particular group of people sharing a particular expe-
rience in a given context.
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Future research
Further research into the area of FT-AN and MFT in an 
inpatient setting would be of value to build on these find-
ings, inform service provisions, as well as enhancing the 
understanding of young people’s experiences and accept-
ability of treatment modalities available to them.

Conclusions
The research highlighted the process of evolving through 
treatment, for both the individual and their familial sys-
tem. There was a sense that damage could be caused by 
the ED, yet treatment enabled repair. The research evi-
denced the importance of others learning and under-
standing EDs, which has implications for treatment 
services, as well as wider society.
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Care experiences of young people with eating
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Background
Perspectives of young people with eating disorders and their
parents on helpful aspects of care should be incorporated into
evidence-based practice and service design, but data are limited.

Aims
To explore patient and parent perspectives on positive and
negative aspects of care for young people with eating disorders.

Method
Six online focus groups with 19 young people aged 16–25 years
with existing or past eating disorders and 11 parents.

Results
Thematic analysis identified three key themes: the need to
(a) shift from a weight-focused to a more holistic, individualised
and consistent care approach, with a better balance in targeting
psychological and physical problems from an early stage;
(b) improve professionals’ knowledge and attitude towards
patients and their families at all levels of care from primary to
‘truly specialist’; (c) enhance peer and family support.

Conclusions
Young people and parents identified an array of limitations in
approaches to care for young people with eating disorders and
raised the need for change, particularly a move away from a
primarily weight-focused treatment and a stronger emphasis on
psychological needs and individualised care.
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Eating disorders are serious conditions of increasing prevalence
among young people.1 In the UK, out-patient treatment2 was histor-
ically delivered in generic child and adolescentmental health services
(CAMHS) or highly specialised eating disorder services, with signifi-
cant regional variation in provision.3 Although there is growing evi-
dence about the efficacy of particular treatments,2 our knowledge
about the impact of different clinical settings on treatment outcomes
is limited. Studies suggested that specialist service provisionmay lead
to better case identification, greater consistency of care and be more
cost-effective,4–7 but the data are limited. In England, there has been
recent investment in specialist community eating disorder services
for young people in all regions,8 the impact of which is unknown.
These developments are contemporaneous with increasing emphasis
on patient-led recovery approaches to eating disorders as well as
patient and carer participation in service design, for which data on
patient and carer perspectives are important.

Qualitative research can facilitate a better understanding of
what patients perceive as optimum care.9 In the field of eating dis-
orders such understanding mostly comes from qualitative studies in
adults, with research on adolescents’ perspectives of treatment and
recovery more recently emerging. Previously identified themes
highlighted the role of family, peers and professionals, family
therapy, the in-patient setting, emphasis on physical versus psycho-
logical aspects and conceptualisation of recovery among adolescents
with anorexia nervosa.10 Most previous qualitative research has
focused on anorexia nervosa rather than broader eating disorder
diagnoses.11 However, current service provision does not typically
provide distinctive care pathways or services for different types of
eating disorders. Research also focused on experiences of specific
treatment settings, particularly in-patient care and parallel

exploration of young people’s and parents’ perspectives is limited.
Greater satisfaction with treatment and more positive experiences
of family therapy have been reported by parents compared with
adolescents with anorexia nervosa.12 Our study aimed to explore
young people’s and parents’ experiences of care for eating disorders,
both positive and negative, across various treatment settings and the
ways care could be improved by using thematic analysis. We
hypothesised that, despite the ego-syntonic features often encoun-
tered in eating disorders, young people want good care towards
recovery, and their views would be similar to those of parents on
what constitutes good healthcare.

Method

Participants

A purposive, non-probability sampling method was used to identify
individuals who were likely to have experience of a range of different
eating disorder service provisions. Young people aged 16–25 years
who had an ongoing or past eating disorder and had contact with
healthcare services in relation to their eating disorder, and parents
of young people in the same situation, were recruited through
Beat using an online advertisement. Beat is the UK national
eating disorder charity, which has supported extensive research in
this field by facilitating recruitment (http://www.beateatingdisor-
ders.org.uk). Attention was drawn to the advertisement via Beat’s
email database and its Facebook and Twitter profiles. Responders
to the study advertisement were provided with further information
about the study via email. Recruitment continued until saturation of
themes was reached (i.e. the point at which no new ideas emerge
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from additional data collection).13 All participants gave written
consent to take part via email. Ethical approval was granted by
the University of Exeter Medical School Research Ethics
Committee (REC REF Apr15/B/062).

Data collection

Participants completed a baseline questionnaire covering demo-
graphic information, details of healthcare services used in relation
to their eating disorder, or, in the case of parent participants,
those of their child’s eating disorder. Focus groups for young
people and parents were facilitated separately. In order to provide
a balance of experience of different service provision in each
group (out-patient and in-patient, generic and specialist, child
and adult services), we drew on the baseline questionnaire data on
type of healthcare services they had used for eating disorders to allo-
cate participants, as much as possible, given the response rate and
participant availability. Each of the four online focus groups with
young people included a mixture of younger and older participants
(i.e. below and above the mean age for the sample), also of mixed
diagnosis and treatment status (except for one group where by
chance all participants had anorexia nervosa and were no longer
receiving treatment). Each parental group included a participating
father; one group included parents of a child with anorexia
nervosa and mixed treatment status, and the second group included
parents reporting more than one diagnostic category and whose
children were no longer in treatment for their eating disorders.

Each focus group was convened as a synchronous ‘chatroom’ for
a maximum of seven individuals in the Chat Blazer software (www.
chatblazer.com). Each participant was provided with a unique,
non-identifying username and password. Participants had no
access to others’ personal information except for their chosen user-
names. Each group was run by an experienced Beat moderator and
a group facilitator from the research team. The facilitator led the
group by introducing the topics of the semi-structured guide,
which included open questions and prompts. The topics were identi-
fied through a review of the existing literature.10,14,15 and from the
authors’ clinical experience and covered the following areas: overall
experience of services including accessibility, flexibility, medical
assistance, professional encounters, key professional qualities/skills,
individual and family support and important treatments; helpful
aspects of care; unhelpful aspects of care, potential changes to these
and desired impact of change; views on specialist services versus
generic CAMHS; views on community versus in-patient services;
views on age division within services and experience of adult services;
and suggestions for service improvement (see Supplementary
Material, available at https://doi.org/10.1192/bjo.2018.78).

The moderator was responsible for setting the ‘ground rules’,
monitoring for any sensitive issues and rejecting any unsuitable
comments prior to them being shared. Each participant typed
their answers, which, after being approved by the moderator, were
displayed on screen for others to read and respond to. Each group
had a chat supervisor (member of the research team) who provided
support to distressed participants through private online communi-
cation (separate closed chatroom). This included the recommenda-
tion to contact a healthcare professional such as their general
practitioner (GP) (the research team did not have participants’
consent to make contact directly on their behalf) and signposting
to other support services (only one participant required this).
Each group lasted between 60 and 90 min. All participants were
invited to comment on the transcript of the group they participated
in and on a summary of findings.

Data analysis

Focus group transcripts were generated automatically by partici-
pants’ typed responses (mean word count 6043, s.d. = 1351.8,

range 3587–7258 words). All transcripts were analysed in NVivo
software (http://www.qsrinternational.com/nvivo/nvivo-products)
using thematic analysis.16 This involved a detailed reading and re-
reading of the transcripts, identifying and labelling codes in each
transcript, arranging the codes into themes and summarising the
themes. This process was carried out iteratively with the team of
researchers moving back and forth between transcripts and emer-
ging themes. In order to address potential preconceptions of the
main rater, three transcripts of two groups with young people and
one with parents were independently coded and extracted themes
were subsequently compared and discussed until full agreement
on final themes was reached.

Results

Characteristics of the young people who participated in the study
are described in Table 1. A total of 19 females aged 16–25 years
(mean age 20.7, s.d. = 3.3) took part in four online focus groups.
Only one participant was from an ethnic minority. Nearly two-
thirds had or were recovering from anorexia nervosa and the
remainder had or were recovering from bulimia nervosa, ‘other/
atypical eating disorders’ or a combination of these. Mean illness
duration was 6 years (s.d. = 3.6, range 15 months to 13 years).

Eleven parents took part in two online focus groups. Most were
mothers (n = 9), none were from an ethnic minority and the major-
ity had a daughter (n = 9) rather than a son (n = 2) with an eating
disorder, mostly anorexia nervosa. One participant reported a com-
bination of anorexia nervosa and binge-eating disorder (Table 2).
Mean age of their child at the point of diagnosis was 14.7 years
(s.d. = 2.1, range 11–17). Mean duration of their child’s illness was
5 years (s.d. = 4.1, range 12 months to 15 years). As a result of the
anonymity assured by our protocol, we were not able to establish
the overlap between the young people and parent samples (although
three participants disclosed this).

Most young people had used a mixture of healthcare services.
Use of private healthcare was scarce (young people 16%, n = 3;
parents 18%, n = 2). For both samples, nearly two-thirds of young
people were no longer in treatment (young people 63%, n = 12;
parents 64%, n = 7).

Three main themes emerged from participating young people’s
and parents’ accounts of their experiences of care. Each main theme
and its subthemes are discussed in turn and illustrated by partici-
pants’ first-hand quotations. The source of each quotation is indi-
cated by the participant’s study ID number (YP ,young person;
PA, parent). Three secondary themes and supporting quotes are
presented in Table 3.

Early, holistic, individualised and consistent care

All participants’ accounts (young people and parents) suggest an
imbalance between physical and psychological aspects of care.
Most participants described good experiences of the care addressing
physical health needs, but reported that there was too much focus
on patient’s weight while neglecting psychological aspects and
more personalised, life-long skills.

Early intervention

Participants viewed referral to services and admission for treatment
as largely dictated by the patient’s weight, setting a threshold that
appeared to promote weight loss as a means of accessing support.
Delaying intervention as the patient was ‘not ill enough’ was seen
as likely to hinder recovery, as opposed to early consideration of
relevant emotional and behavioural symptoms:

Mitrofan et al
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‘…specialist services are simply brought in too late. They’re
supposed to catch you, but often you have to fall quite a way
to get there.’ (YP9)

‘One of the main challenges is getting help early enough. There
is too much attention paid to weight loss and not enough to the
behaviour patterns and so they are dangerously low in weight
before you get referred…It is the strange behaviour around
food and rituals that indicate a problem. They may not be dan-
gerously low in weight at this stage but far more retrievable.’
(PA9)

‘Seeing the whole person’

Most participants experienced professional help as being targeted
towards reaching a ‘minimum healthy weight’ with limited psycho-
logical input. This often led to deterioration and relapse as their
underlying difficulties of how to ‘deal with emotion and lack of

control’ persisted. They advocated a holistic approach aiming
towards ‘recovery in body and mind’:

‘I recovered physically and got back to a healthy weight, but
then with that recovery comes a huge psychological struggle
and thus high risk of relapse, which certainly wasn’t addressed
at the time…’ (YP3)

‘Really what you need is someone who sees the whole person –
the link between the medical and psychological condition and
treats both together.’ (PA1)

Many young people described upsetting sessions that revolved
around ‘the number on the scale’ and frequent weighing ‘like a
pig at the fair’, while their thoughts and emotions were ‘brushed
off’. One recalled:

‘…I was feeling really positive about my recovery after reading
a book about someone who had recovered and “seeing the

Table 2 Information about the parents who participated

Study
ID

Young person’s age
at diagnosis, years

Young person’s
diagnosis

Total duration of young
person’s illness, years

Young person’s
treatment status Healthcare services and interventions used

PA1 17 Anorexia nervosa 2 Ended CAMHS
PA2 11 Anorexia nervosa 3.5 Ongoing Out-patient, in-patient, day-patient, paediatric,

CAMHS, CYP-EDS
PA3 16 Anorexia nervosa 3.6 Ongoing Out-patient, in-patient (also private services)
PA4 11 Anorexia nervosa 1 Ongoing Out-patient, in-patient, day-patient, paediatric,

CAMHS, CYP-EDS (also private services)
PA5 16 Anorexia nervosa 2.8 Ongoing Out-patient, CYP-EDS, AEDS
PA6 17 Anorexia nervosa 2 Ended Out-patient
PA7 14 Anorexia nervosa and

bulimia nervosa
9 Ended Out-patient, in-patient, day-patient, CAMHS,

AMHS, CYP-EDS, AEDS (also private services)
PA8 16 Anorexia nervosa 4.1 Ended Out-patient, in-patient, day-patient, paediatric,

CAMHS, AMHS, CYP-EDS
PA9 16 Anorexia nervosa 3 Ended Out-patient, AMHS
PA10 14 Anorexia nervosa and

binge-eating disorder
15 Ended Out-patient, in-patient, CAMHS, AMHS, CYP-EDS,

AEDS
PA11 14 Anorexia nervosa 8 Ended Out-patient, paediatric, CAMHS, AMHS, dietetics

CAMHS, Child and Adolescent Mental Health Services; CYP-EDS, Child and Adolescent (Specialist) Eating Disorder Services; AEDS, Adult (Specialist) Eating Disorder Services; AMHS, Adult
Mental Health Services.

Table 1 Information about the young people who participated

Study ID Age, years Diagnosis
Total illness

duration, years
Treatment
status Healthcare services and interventions used

YP1 21 Anorexia nervosa 6 Ongoing Out-patient, in-patient, day-patient, paediatric, CAMHS,
AMHS, CYP-EDS, AEDS

YP2 24 Anorexia nervosa and bulimia nervosa 13 Ended Out-patient, hypnotherapy, psychotherapy, dietetics
YP3 16 Anorexia nervosa 1.25 Ongoing Out-patient, in-patient, day-patient, paediatric, CAMHS
YP4 24 Anorexia nervosa 8 Ongoing Out-patient, day-patient, AMHS, AEDS (also private services)
YP5 17 Anorexia nervosa 3 Ended Out-patient, CYP-EDS, AEDS (also private services)
YP6 25 Anorexia nervosa 8 Ended Out-patient, CAMHS, AMHS, AEDS
YP7 20 Bulimia nervosa 4 Ended Out-patient, CAMHS, AMHS, CYP-EDS, AEDS
YP8 24 Other/atypical eating disorder 10 Ended Individual and group psychotherapy (CBT, mindfulness)
YP9 20 Anorexia nervosa 4 Ongoing Out-patient, AMHS, AEDS, counselling (university)
YP10 25 Other/atypical eating disorder 12 Ended Out-patient, in-patient, CAMHS, AMHS, CYP-EDS
YP11 19 Anorexia nervosa 3.25 Ongoing Out-patient
YP12 16+a Anorexia nervosa and bulimia nervosa 7 Ended Out-patient, in-patient, day-patient, CAMHS, AMHS
YP13 22 Anorexia nervosa 3 Ended Out-patient, AMHS
YP14 16 Anorexia nervosa 1.25 Ended Out-patient, CAMHS
YP15 18 Anorexia nervosa 2 Ended Out-patient, in-patient, day-patient, paediatric, CAMHS
YP16 24 Anorexia nervosa and bulimia nervosa 9 Ended Out-patient, CAMHS, AMHS (also private services)
YP17 18 Anorexia nervosa 5 Ongoing Out-patient, AMHS, AEDS
YP18 24 Anorexia nervosa 10 Ongoing Out-patient, CAMHS, AMHS, CYP-EDS, AEDS
YP19 16 Anorexia nervosa, bulimia nervosa

and other/atypical eating disorder
4 Ended Out-patient, in-patient, day-patient, CAMHS

CAMHS, child and adolescent mental health services; AMHS, adult mental health services; CYP-EDS, child and adolescent (specialist) eating disorder services; AEDS, adult (specialist) eating
disorder services; CBT, cognitive–behavioural therapy.
a. YP12 did not wish to disclose her exact age but stated that she fulfilled the inclusion criteria (i.e. aged between 16 and 25 years) and had used adult mental health services.
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light” a bit but when I arrived at my session, stepped on the
scales and had lost weight the whole session turned to be
about food. I never even got to mention the book and how it
made me feel.’ (YP6)

The interplay between a weight-driven approach to treatment
and the ‘competitive nature’ of eating disorders could create a
vicious cycle. One participant felt she was ‘taken more seriously’
the lower her weight was, which ‘fed the illness itself’ as her eating
disorder would see this as being ‘successful’. Another felt she
needed to make herself worse to ensure support:

‘I spoke to my psychiatrist once I got to a healthy weight and
she said there isn’t much they can do if I’m not ill which
really upset me…Just focus more on the emotional side…I
still don’t really know how to get better. I wish she hadn’t
said there was nothing she could do because I wasn’t ill phys-
ically because that makes you think you need to make yourself
ill to get help which shouldn’t be the case!’ (YP14)

Young people talked about the complex nature of their condi-
tion that ‘consumes every single aspect’ of their lives. They felt
that treatment should address ‘how to live long term’ and ways of
‘keeping the eating disorder at bay’:

‘…anorexics think about their condition every second of the
day…even in my dreams I still have the condition…
Recovery shouldn’t be just meal times and weight focused.’
(YP12)

Some parents highlighted the absence of the recovery topic in
professional contacts and their struggles to find ‘actual evidence
that people could recover’. For others, the recovery message was
conveyed in unhelpful ways:

‘Our initial treatment didn’t promise “recovery” but…they
did…stress that full recovery was possible…It just seemed

that they sort of blamed the parents before 18 and the
patient after 18 if that didn’t happen!’ (PA10)

Individualised approach

Many participants experienced a ‘one size fits all’ approach, where
professionals were ‘treating the condition not the person’ and evi-
dence-based interventions were applied with ‘little understanding
of individuals recovering differently’. They recommended a more
personalised approach that would help them find their ‘own positive
reasons to recover’:

‘I disagree with the homogeneity of treatment methods. Where
I am at the moment, they are very good at tailoring recovery to
the individuals’ needs…my therapist…has a way of putting my
recovery in my hands.’ (YP1)

Consistency and continuity

Several participants experienced frequent, disruptive changes in
professionals and ‘re-telling the same story’ at each new clinical
encounter:

‘…building up relationships with individual counsellors, etc.
takes time, and having to cut and change as the services
chop and change has been quite unsettling.’ (YP17)

A key issue was the gap in treatment provision when young
people made the transition from child and adolescent to adult ser-
vices, which often triggered clinical deterioration:

‘CAMHS gave up on me when I was about 17 and 2 months
and I couldn’t start adult treatment until 18 – that gap was
when I made the biggest decline.’ (YP6)

This transition takes place ‘right in the middle of the struggle
years’ and the disconnection between services was described as an
‘artificial divide’. Suggested alternatives were changing the age

Table 3 Secondary themes

Theme Sample quotes

Access to care
The ‘postcode lottery’ (geographical variation in
type and quality of care)

‘…it’s just very difficult to comprehend if you haven’t experienced it day in day out. This is maybe why
there’s value in groups? But again, very much a postcode lottery – there isn’t one anywhere near
me.’ (YP9)
‘We live in a rural area I feel the service was understaffed and poorly trained and supported. We
withdrew from treatment as it was causing more harm…I know of several specialised units based in
the larger towns around us but we did not have access to them.’ (PA9)

Resources and waiting lists ‘…I was put on a 6-month waiting list for counselling, and within 3 months was in A&E in critical
condition. Unless you are critically ill, it is very difficult to access any form of service.’ (YP15)
‘…CAMHS have such long waiting lists and they’re in a rush to get you out of there…this in turn led to
a relapse.’ (YP7)

Out-of-hours care ‘…there were many crisis points which of course were out of hours and it was very difficult to get the
help we needed. CAMHS was helpful overall – just the crisis points were what nearly finished me.’
(PA1)

Flexibility ‘…they weren’t/aren’t very flexible with the time slots available which means missing important aspects
of school and my parents find it hard to fit appointments in with work.’ (YP19)

Generic psychotherapeutic skills ‘I can’t fault the staff I have encountered…the qualities that are most important to me are that they form
a really good relationship and are very kind and caring. They should establish complete trust with the
patient, in such a way that you feel comfortable telling them anything…Also being funny and happy is
a great help when you’re feeling very low yourself!’ (YP3)
‘For me the key thing in any treatment she was given was to be listened to and not just be treated as
someone with anorexia. She received this from only 4 professionals out of the 14 or so she had
dealings with.’(PA11)

Professional communication
‘Joined up thinking’ ‘My number one priority would be joined up thinking – GPs, A&E staff, general mental health services,

adult and CAMHS services talking to each other.’ (PA10)
Information sharing and follow-up ‘…registering as a temporary patient and seeing someone who has no idea of your medical records etc.

is distressing and anxiety provoking and the temptation is to slip off the radar – I don’t know if there
could be some form of correspondence between Uni and home GPs?’ (YP9)

A&E, accident and emergency department; CAMHS, child and adolescent mental health services; GP, general practitioner.
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boundary to 25 years, a flexible approach ‘dictated by needs rather
than age’ or an ‘integrated 8–80 specialist eating disorder team’.

Knowledge of eating disorders at all levels of care

A salient issue in both young people’ and parents’ accounts con-
cerned the insufficient knowledge of the nature and clinical man-
agement of eating disorders among various professionals working
across all levels of care.

Knowledge at primary care level

Primary care practitioners have a gatekeeping role, crucial for early
identification and referral. Although willing to help, they often
lacked knowledge in the identification of eating disorders and
when and where to refer:

‘The general opinion of the GP when I first visited was to go
away for a month and come back if there was still a problem.
For an eating disorder, I think this is very poor considering
how much weight you can lose in a month…’ (YP17)

‘If I were to express any misgivings, it will be about the time it
took to get a referral from her GP to CAMHS…there is a huge
variety of awareness on eating disorders among GPs, some of
the responses given to my daughter were appalling and
wouldn’t even have registered with the Ladybird book on
eating disorders.’ (PA8)

‘True’ specialist services

Many participants experienced ‘an extreme lack of experience and
knowledge in eating disorders’ among various professionals
working in general hospitals, emergency services, generic mental
health and more specialist eating disorder services:

‘…the NHS mental health service I was with had seemed to
take people who had jobs as counsellors, physios, dieti-
cians…they thought that they would be helpful but because
they are not specialists it made it ten times worse.’ (YP5)

‘…you get referred for “more specialist” advice to someone
who knows a LOT less about the subject than the nurses
doing the referring.’ (PA10)

Professionals who ‘know their stuff about eating disorders’ and
have ‘real hands-on experience of eating disorders’ were ‘invalu-
able’. These skills were not necessarily linked to service type: special-
ist eating disorder services were seen as beneficial as long as they
were ‘truly specialist not just in name only’:

‘We reacted best to people who had experience of eating disor-
ders, who calmly said yes, we will help you get out of this.’ (PA4)

Professionals’ knowledge appears key in avoiding inconsistent or
incorrect information being given to families. Several participants
recalled feeling ‘bewildered’ and having to make ‘the first move in
every direction’. Many participants highlighted the need for early psy-
choeducation including clear information about standard and crisis care:

‘I think giving families information around the causes of eating
disorders and also how to act/miss a crisis. How to talk about
things and strategies to plan for stressful times.’ (YP16)

‘There is no clear route to treatment in the early weeks.
CAMHS was unable/unwilling to lay out the possible treat-
ment pathways, so every family would start the long education
process right from scratch.’ (PA4)

Professionals’ attitude

Many participants described professionals who were ‘far too judge-
mental’ and made ‘devaluing’ comments, that hindered help-

seeking and therapeutic engagement. They sometimes felt openly
criticised for ‘misbehaving’, ‘making a fuss’ and ‘choosing a
career’ of having an eating disorder. Parents felt blamed for their
child’s condition and their ‘inappropriate use of resources’ when
seeking help:

‘… personal treatment can make a big impact…Even just sort
of a helping hand to doctors to sometimes be a bit more sensi-
tive with the stuff they say, for instance comments regarding
“superficial self-harm” or that a weight loss/weight gain isn’t
“serious” just ways of phrasing stuff that can be quite trigger-
ing.’ (YP18)

‘I do think that many clinicians (not necessarily eating disorder
specialists, we haven’t had this from them) genuinely believe
that parents cause eating disorders.’ (PA10)

Professionals’ attitude was linked to their misunderstanding of
eating disorders, inexperience, focus on patient’s weight and ten-
dency to compare the patient to others with a similar condition or
to healthy individuals:

‘…when eating snacks my psychiatrist would talk non-stop
about the calories and how she was eating more than me and
had already finished hers…not helpful!’ (YP9)

Peer and family support

Talking to someone with a similar experience seemed vital as it gave
participants a better understanding of eating disorders, motivation
and hope:

‘I did like all the people that were trying to help me, they did
their best. I just didn’t feel like they ever completely got me.
In fact the people who did make me feel that way were often
people that had experienced an eating disorder as well.’ (YP2)

‘A lot of support has come from recovered anorexics telling her
the struggle to recover is worth it and to keep going. They have
helped her through some of her blackest days.’ (PA9)

Peer support was often unavailable locally, contributing to a
sense of isolation:

‘It’s funny they tell you about the amount of people suffering
with it but I didn’t know anyone.’ (YP13)

Parents described a similar need for talking to others with related
experience:

‘I couldn’t have got through without being able to discuss the
worst aspects with another mum who’d been through it.
Some things you can only talk about with others who’ve experi-
enced it.’ (PA1)

Many participants highlighted the need for young people and
parent support groups and respite care. Support for family
members would relieve some of the burden so that ‘in turn they
can support the patient’:

‘I think allowing my family to breathe and have a break away
from me, maybe a chance to meet others supporting patients
would have been helpful…Especially for my brothers.’ (YP17)
‘We had no family support…The professionals only offer care
for a short time. Remember the families support the sufferer
the rest of the week. Also it impacts on the whole family.’ (PA9)

Discussion

Participants’ experiences of type, availability and quality of care
were mixed. Positive experiences often concerned care addressing
physical health needs, alongside sporadic reports of treatment
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tailored to individual needs, consistency from keyworkers, a good
therapeutic relationship, contact with eating disorder specialists
and peer support. Common negative experiences, however,
suggest a raft of limitations with service provision and the
need for change. It is clear that some participants were not
offered or accessing an evidence-based psychological intervention.
Identification and clinical management appeared dominated by a
young person’s weight, linked in some cases to professionals’ under-
standing of eating disorders and service thresholds for referral and
treatment. Clinical practice thus seemed to contradict the advice
some professionals gave to participating young people to stop think-
ing about diet and weight.

Participating young people and parents’ negative experiences
are consistent with the findings of an cross-national (USA, UK)
survey in adults with eating disorders highlighting the limited avail-
ability and inequity in geographical distribution of services, lack of
knowledge of eating disorders among GPs, limited access to care
unless severely underweight and long waiting lists in the UK
sample.14 Qualitative exploration among adult patients portrays
recovery from eating disorders as a wider phenomenon that goes
beyond weight restoration.17 Suggested strategies to address
control issues and ambivalence towards treatment in adult patients
include consideration of wider psychological issues and a sensitive
approach, linked to specialist expertise.18 Similarly, issues around
priority given to physical over psychological recovery, lack of indi-
vidualised care and need for sensitivity from healthcare staff were
noted in a number of qualitative studies of adolescents’ experiences
of in-patient treatment (as well as out-patient treatment in one
study) for anorexia nervosa.19–24 Both a positive and a negative
impact of peers on adolescents’ recovery from anorexia nervosa in
an in-patient context has been described.12,19,20,24,25 It is worth
noting that almost all of these studies were published more than
10 years ago. Qualitative explorations of parents’ experiences of
their child’s care for eating disorder, also dating back 10 years or
more for most studies, highlighted the importance of personalised
intervention26 and specialist knowledge in eating disorders.12,27

Peer support for parents has been supported in the literature, some-
times reported as one of the most helpful aspect of care.27,28

The main contributions of our study stem from bringing
together the combined experiences of young people and parents
of treatment in multiple services, and the emerging emphasis on
psychological aspects of eating disorders from very early stages
and having appropriately trained professionals working across a
wide range of services rather than a single specialist service.
Qualitative investigations into the meaning of anorexia nervosa to
adolescent and adult patients support psychodynamic and cognitive
theories of its connection with the development of individuals’ own
identity and control systems, with a subsequent impact on their
help-seeking behaviour and treatment outcome.29

Furthermore, a recent qualitative synthesis into the perspective
of recovered adult patients suggested four dimensions of psycho-
logical well-being – positive relationships with others, self-accept-
ance, autonomy and personal growth – and self-adaptability/
resilience as fundamental criteria for eating disorder recovery in
addition to symptom remission.30 In a study using a multidimen-
sional recovery model, adults with eating disorders placed more
emphasis on the combined psychological, emotional and social
functioning and evaluation of one’s own appearance criteria com-
pared with clinicians.31 In line with these findings from the adult lit-
erature, our study highlights two important aspects in addressing
the psychological well-being criteria for recovery and the develop-
ment of a ‘healthy’ identity in young people with eating disorders,
according to both patients and parents: an earlier consideration of
psychological aspects of these conditions that should start at identi-
fication in primary care and referral to specialist treatment, as well

as enhanced professionals’ knowledge of eating disorders and atti-
tude towards patients and families across all levels of care.

Eating disorder services for children and adolescents in England
have received a significant investment, and are undergoing major
restructuring,8 which should address many of these concerns, in
particular timely access to psychological interventions independent
of weight status. Our findings support the importance of these
changes to improve the quality of patient and parent experience,
regardless of the cost-effectiveness arguments. However, these stan-
dards are not yet applicable to adult eating disorder services, which
remain patchy and underresourced. Eating disorder services in
Wales are currently subject to a major review for which this study
provides timely evidence.

Gaps in health professionals’ ability to recognise and treat eating
disorders and the negative attitude that some express towards indi-
viduals with eating disorders have been previously highlighted as
more prevalent compared with other mental or physical ill-
nesses.32,33 Our findings are in line with a recently published
report highlighting the poor experience of mental health services
often encountered by children and young people in the UK.34

Others have reported short comings in service provision and sug-
gested strategies for a more consistent and smooth transition to
adult mental health services, tailored to the young person’s needs
and taking into account other simultaneous life changes.35,36

Strengths and limitations

This study recruited a national sample of young people and parents
not bound by setting or treatment group. It used synchronous
online discussion (i.e. all focus group members temporally co-
present) that has recognised similarity to a traditional, face-to-
face focus group,37 but has the advantage of providing an anonym-
ous online environment. This has previously been identified as pref-
erable by young people when discussing sensitive topics because of
its private and less judgemental nature.38 The young people’s age
range ensured access to experiences of both child/adolescent and
adult services as well as the transition.

The gender imbalance and preponderance of anorexia nervosa
are a likely effect of themeans of recruitment and self-reported diag-
nosis, although it is consistent with anorexia nervosa being the dom-
inant presentation of eating disorders to CAMHS services. The
recruitment and data collection methods limited participation to
consenting older young people and also meant that individuals
with easier access to and familiarity with internet use were more
likely to participate. Findings may therefore not pertain to all
young people with eating disorders and their carers, particularly
younger children, males and those from ethnic minorities, and
may not generalise to non-UK healthcare settings. Methodological
issues around gender and ethnicity imbalance in this field have
been previously reported.19,20,23

Our recruitment may have skewed the perspective towards
negative experiences. Most participating young people were over
18 years of age at the time of the study, had relatively long illness
durations and experienced treatment in multiple services, often
in-patient or day services, with likely poor initial response to treat-
ment. More than half of them were no longer receiving treatment at
the time of the study. Although potentially allowing for more
reflective accounts, our sample characteristics may explain the dif-
ferences between our findings and those of Roots et al,12 which
were more positive, particularly regarding specialist services.
Their study included adolescents with an average duration of
illness of just over 1 year, thus perhaps better representing the
patient population in child/adolescent services with relatively
short illness duration, good response to out-patient treatment and
no need of in-patient care or transfer to adult services. The two
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studies thus provide different, complementary perspectives on
treatment experiences and suggest the likelihood of more positive
experiences if receiving early, specialist intervention. Our findings
do echo other similar studies and, rather than the experiences of a
dissatisfied minority, they replicate and add to the existing evidence
of shortcomings and needed changes in care provision for young
people with eating disorders.

Implications

There was a strong consensus that treatment should not just focus
on weight but also address psychological and relational aspects
from an early stage. An individualised treatment approach that
addresses physical and psychological recovery in parallel, from an
individual’s first contact with health services throughout their thera-
peutic journey, is more likely to lead to full recovery and minimise
the risk of relapse. Carefully planned peer support for young people,
as well as support for parents and siblings would be highly benefi-
cial. Although such changes in care provision may be challenging
for many overstretched services, they seem essential in the long
term by preventing delayed intervention and longer illness duration,
both well recognised predictors of poor clinical outcome.39

The role of professionals’ knowledge of eating disorders and
treatment pathways was perceived as crucial at all levels of care,
from primary to ‘truly specialist’. Specialty training, such as
general practice and core psychiatry training should provide more
opportunities to enhance eating disorder knowledge and under-
standing of patient and family experience of eating disorders
among junior doctors. This should particularly target misconcep-
tions around weight loss as a sole or primary factor in the referral
and treatment process.

Improving professionals’ knowledge at all levels is clearly key to
achieving early diagnosis and intervention,40 but equally important
is to ensure that treatments have a better balance between the
necessary focus on restoring nutrition and physical health and psy-
chological well-being. In England, this has been extensively high-
lighted in the literature and recently brought forward by the new
commissioning guidance for children and young people with
eating disorders8 and advocacy efforts to increase awareness
among GPs of the clinical, particularly psychological, indicators of
eating disorders and importance of early referral for specialist
assessment. However, these efforts will only be effective where spe-
cialist services exist and have the capacity to respond. Further
research is needed to assess the potential positive impact of these
initiatives. The historical nature of retrospective accounts means
that some of the issues raised here may have already been addressed
in national guidance and service provision. Nonetheless, qualitative
data supporting these changes adds impetus to these priorities.
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Abstract

The aim of this paper is to consider family and wider carer involvement in the

treatment of anorexia nervosa, and how this can be used to add value to services.

We discuss widely adopted interventions involving the family that have been

manualised and studied in trials that have outcome measures that are of rele-

vance to illness costs. The therapeutic targets of these interventions range from a

focus on feeding to the wellbeing of the whole family. The theoretical models that

underpin interventions involving the family/wider carers include both intra and

interpersonal processes, with the exception of family‐based therapy, which in its

original form holds an agnostic stance towards aetiology. Although formal

evaluation of the cost effectiveness of these interventions is minimal, there is

evidence that involving the family can reduce bed use and improve the wellbeing

of both patients and family members. Moreover, for the most part, these in-

terventions are acceptable to patients and carers. Finally, we consider how these

approaches can be disseminated and scaled up more widely into services.

KEYWORD S

anorexia nervosa, eating disorders, family therapy, Maudsley model, systemic therapy

1 | INTRODUCTION

The clinical features of anorexia nervosa (AN) such as the

median age of onset at 15 years (Micali et al., 2013), the

average illness duration of 10 years, and the stunting of

physical and psychological development as a consequence

of starvation underline the need to consider how the

transition from care within the family of birth to the family

of choice may be derailed, warranting attention across the

course of the illness. For example, an individual with a pre‐

pubertal illness resistant to treatment and managed in

child and adolescent services may be fast forwarded into a

service that expects adult level autonomy with disconnec-

tion from the family just because the eighteenth birthday or

some arbitrary marker has been passed (Winston

et al., 2012). This disconnect between chronological and

developmental age needs to be considered when formu-

lating a case and developing a plan of treatment. Parents

are usually intimately involved when the illness develops

in childhood and early adolescence. Later, a wider social

network including siblings, partners or friends/colleagues

may also be needed to bridge developmental gaps. Sadly,

social support (e.g. practical and emotional help and care

from others) often diminishes over time, leaving patients

Abbreviations: AN, anorexia nervosa; CBT, cognitive behavioural therapy; FBT, family‐based therapy; NMCC, New Maudsley Collaborative Care.
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isolated within the illness (McKnight & Boughton, 2009).

Many patients remain financially and socially dependent

on their parents or the state over their life time (Hjern et al.,

2006). In addition to age, duration and timing of the illness,

other facets such as severity and comorbidity (in particular,

autistic spectrum disorder (ASD) traits) impact on social

connections. Social emotional functioning and its impact

on relationships are recognised to be both a risk and

maintaining factor for AN (Cardi, Turton, et al., 2017;

Treasure et al., 2020). Therefore, targeting social and family

functioning is important throughout the course of the

illness. This paper aims to discuss why family involvement

is important in treatment for AN, discusses examples of

how the family can be involved in treatments for AN,

possible benefits in terms of resource use and symptom

outcomes and what research might be needed next to

advance this field.

1.1 | The impact of anorexia nervosa on
families and the social network

The diverse presentation of AN (child/adult onset, acute/

chronic, severe/mild malnourishment, comorbid/simple)

mean that the use of the term ‘carer’ can be problematic.

This term is used in this paper in its broad political sense

in order to tap into the policy and resource that may be

available. It may include friends, as well as family, or

even draw on a compassionate part of the self for those

who have become isolated. Eating disorder symptoms are

visible and disruptive, and so, the impact on close others

is profound. Systematic reviews of carer functioning

report high levels of burden which can be associated with

anxiety and depression (Anastasiadou, Medina‐Pradas,

Sepulveda, & Treasure, 2014). These stressors can impact

on interpersonal relationships, leading to high levels of

expressed emotion (overprotection, criticism and hostility

and lower levels of warmth), accommodation to the

illness because of anxiety in the source of support and

fragmentation of support (Treasure & Nazar, 2016).

Close others can inadvertently accommodate the illness

and be drawn into avoidance and safety behaviours such as

reassurance seeking and calibration with others which

allow the illness to take a tighter hold. This adaptation may

manifest around food and eating, exercise or social be-

haviours (Treasure & Nazar, 2016; Treasure et al., 2020). In

addition, carers can be drawn into enabling illness habits,

such as providing money for binge food or ameliorating

negative consequences in the bathroom and kitchen. Pre-

liminary surveys to establish the requirements of carers

highlight their need for information about the illness and

guidelines about how to help (Haigh & Treasure, 2003;

Mitrofan et al., 2019; Whitney et al., 2005).

1.2 | What treatment models have been
developed to help with these challenges?

In the following section, we sketch out the underpinning

models for family involvement for those interventions

that describe how theory or strategy is put into action

explicitly in treatment manuals (we are aware that other

methods of working on social connection have been

developed, but manuals are not yet publicly available).

Interventions involving adolescents usually have a focus

on the outcomes of the individual patients, whereas

treatments delivered to those with a more chronic or

adult presentation may consider the broader social

impact. All except for family‐based therapy (FBT) have a

model which suggests that families can maximise their

effectiveness in providing support towards recovery

through optimising interpersonal relationships.

2 | SYSTEMIC FAMILY THERAPY

The model in systemic family therapy is that the problem is

not located in the individual themselves but instead lies

within interpersonal relationships, social interactions and

narratives about the problem. There is no specific emphasis

on regular eating or weight restoration, but if these are

problems that families bring to sessions, then the therapist

will work with them to identify strengths and resources

within the family tohelp themtofindnew solutions to these

difficulties. Manuals are available (Pote, Stratton, Cottrell,

Boston, & Shapiro, 2001, Pote, Stratton, Cottrell, Shapiro, &

Boston, 2003).

2.1 | Family‐based therapy also known
as the Maudsley Model of family therapy

FBT is a form of systemic family therapy established at

the Maudsley Hospital and used as one of the arms of

Highlights

� Several interventions for anorexia nervosa

describe the involvement of families in

treatment
� These interventions are acceptable to both pa-

tients and family members, reduce bed use and

improve wellbeing in family members
� These approaches can be scaled up more

widely into services

394 - TREASURE ET AL.

 1
0

9
9

0
9

6
8

, 2
0

2
1

, 3
, D

o
w

n
lo

ad
ed

 fro
m

 h
ttp

s://o
n

lin
elib

rary
.w

iley
.co

m
/d

o
i/1

0
.1

0
0

2
/erv

.2
8

1
6

 b
y

 T
est, W

iley
 O

n
lin

e L
ib

rary
 o

n
 [2

1
/0

3
/2

0
2

3
]. S

ee th
e T

erm
s an

d
 C

o
n

d
itio

n
s (h

ttp
s://o

n
lin

elib
rary

.w
iley

.co
m

/term
s-an

d
-co

n
d

itio
n

s) o
n

 W
iley

 O
n

lin
e L

ib
rary

 fo
r ru

les o
f u

se; O
A

 articles are g
o

v
ern

ed
 b

y
 th

e ap
p

licab
le C

reativ
e C

o
m

m
o

n
s L

icen
se



therapy given post‐discharge from inpatient care in a

seminal randomised controlled trial (Eisler et al., 1987;

Russell Szmukler, Dare, & Eisler, 1987). It was later

adapted and developed as the primary treatment for first

episode adolescent AN. FBT, in its manualised form,

takes an atheoretical stance as a means of presenting a

non‐blaming attitude towards families (Lock & Le

Grange, 2015). However, some later derivations have

been modified to encompass the idea that families may

become organised around the illness (Eisler, 2005), and

a formulation is used with families. FBT is problem

focused, and the treatment targets are clearly re‐

establishing regular eating, weight restoration and the

reduction of illness behaviours like purging. In the

original form, this treatment consists of three phases.

Phase one mobilises parents to take the lead on weight

restoration. Phase two focuses on transitioning control

over food back to the individual at an age‐appropriate

level. Phase three focuses on other issues related to

typical adolescent development. Other versions of this

treatment have been developed whereby the parents and

child are predominately seen separately (Le Grange

Eisler, Dare, & Russell, 1992), Intensive parent coaching

is provided to improve non‐response identified at session

4 of treatment (L'Insalata et al., 2020), or groups of

family members are seen together (multifamily therapy;

Eisler, 2005). Also, versions have been developed for

emerging adults (Dimitropoulos, Farquhar, Freeman,

Colton, & Olmsted, 2015).

These family‐based approaches can be contrasted

with the approach taken in Cognitive Behavioural

Therapy (CBT) which has been used to treat adolescent

AN (Dalle Grave et al., 2019) and to view the source of

the problem as being within the individual (e.g. the over

evaluation of eating, shape and weight and their control).

CBT focuses on encouraging the individual to under-

stand and manage their eating disorder behaviours

(Dalle Grave et al., 2019). In contrast to FBT, where the

family is actively involved, CBT views the family role as

useful but not crucial and suggests parents may be

involved in treatment and could, for example, be helpful

in supporting the individual to implement new behav-

iours (Fairburn et al., 1999) For adolescents, a three

component ‘CBT oriented family module’ is provided

within treatment where families are provided with a

mixture of educational sessions. These involve under-

standing the CBT formulation of the eating disorder,

supporting with assisting the individual with eating

during meal times as a family and creating the optimal

family environment to support the patient's efforts to

change (Fairburn, 2008).

3 | THE NEW MAUDSLEY MODEL FOR
COLLABORATIVE CARE

New Maudsley Collaborative Care (NMCC) was devel-

oped for carers of adults and those with treatment

resistant AN. The cognitive interpersonal model upon

which this is based describes intra and interpersonal

maintaining factors (Schmidt & Treasure, 2006; Treasure

& Schmidt, 2013; Treasure & Nazar, 2016; Treasure

et al., 2020). These are targeted in treatment with the aim

of bridging isolation and fostering healthy connections

(Treasure et al., 2015). A shortened form of the inter-

vention is encompassed within the Maudsley Model of

outpatient treatment (MANTRA) (one of the treatments

of AN recommended by NICE 2017 for adult outpatient

care) and in TRIANGLE (Cardi, Ambwani, et al., 2017)

and its precursors to augment inpatient care (Hibbs

et al., 2015; Magill et al., 2016) or adolescent outpatient

care (Hodsoll et al., 2017).

Within NMCC, the definition of carer is not limited to

parents, but broadened to include any suitable source of

support, such as a friend, sibling, partner or child. NMCC

utilises a flexible format to equip carers with skills to not

only care for the individual but also to manage their own

response to the disorder. This includes building resil-

ience, communication and emotion regulation skills, and

addressing accommodation and enabling behaviours and

the tendency for fragmentation within the support

network (Treasure & Nazar, 2016). The first phase of

treatment is to share state‐of‐the‐art understanding of the

risk and maintaining factors of the illness, in particular,

those that impact on social functioning and eating

regulation. Phase 2 involves a consideration of how

carers themselves may have become entangled with the

illness possibly in unhelpful ways through their own

anxiety, reassurance and accommodation to the illness.

Carers are introduced to high level communication and

behaviour change strategies so that they can optimise

their secure, age appropriate listening family base. By

modelling changes in their behavior, not only do they

show commitment, but this forms a context for vicarious

learning of self‐management skills. At stage 3, guiding

individual recovery, they are taught compassionate

communication skills attuned to the complex eating

disorder emotions and motivational interviewing skills to

help elicit change talk and planning. These support skills

facilitate connection and change and can be taught using

various media, including a carer and therapist manual

(Langley et al., 2018; Treasure et al., 2009) and videos

(Cardi et al., 2015) and through diverse formats including

workshops, guided online/phone and group and
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individual/group support from trained carers with lived

experience.

3.1 | Possible benefits of family
inclusive interventions

3.1.1 | Resource use outcomes—systemic
family therapy and family‐based therapy

The previously described challenges presented by the

complex impact of AN on the individual and the social

network mean that a discussion of cost effectiveness

ideally should consider not just the individual but the

family too. In this discussion of evidence to date, we use

bed use (e.g. number of days in hospital) as one proxy

marker of costs, as bed costs heavily dominate inpatient

costs. However, it is often difficult to determine bed days

due to discrepancies in studies categorising this as patient

‘drop out’ rather than a form of ‘rescue treatment’

(Albano et al., 2019; Gregertsen et al., 2019). Additionally,

we include time spent caregiving as a proxy measure of

carer costs where this is available.

As exemplified in the NICE guidelines, decision

making for planning services is guided in part by cost

effectiveness. However, this is not the only driver of

evidence‐based practice. Patient/care giver preference

and clinical knowledge are also of relevance. However,

there is a paucity of these strands of evidence in eating

disorders. In the following section, we aim to consolidate

what is known by extracting the highest level of evidence

from systematic reviews and meta‐analysis of cost

effectiveness, clinical moderators and patient and carer

feedback where possible.

The literature base for the evidence of family‐based

therapy for early stage illness in adolescent AN is the

longest and largest. Nevertheless, a recently updated

Cochrane review (Fisher et al., 2020) concluded that the

overall strength of the evidence was low to moderate.

Most studies have focused on patient body mass index

(BMI) at the end of treatment as the primary outcome,

with less information about the rest of the family.

Despite the large literature base, few studies have

utilised a spread of key outcomes, such as length of

hospital stay (see Table 1). Studies that do refer to

resources used during treatment are often qualitative,

referring to feedback from families and professionals

regarding costs of treatment (Grange & Gelman, 1998;

Krautter & Lock, 2004).

As shown in Table 1, in an adolescent inpatient

context, FBT was associated with around half the number

of days in hospital and around half the number of overall

readmissions than systemic family therapy. It should be

noted that in this study (Lock et al., 2016), around 1 in 10

participants were male, and so more work is needed to

understand whether these findings are relevant to all

genders. As shown in Table 1, the Parents in Charge

(PIC) approach, a component of FBT, which sees clini-

cians empowering parents/carers to take charge of meals,

when used in an adolescent outpatient context, was

associated with the need for around 50% fewer hospital

admissions, a shorter length of stay where an admission

was required and a reduced use of nasogastric feeding

than a non‐specific therapy which involved expert driven

psychoeducational family sessions. This suggests that

fewer resources are required when families are involved

in treatment and although limited by the small number of

studies with small sample sizes; these data may indicate

that supporting parents to take control of meals may be

useful, at least for younger adolescent patients.

There is some evidence that variation in baseline

variables or the form or content of family treatment can

moderate outcome. The first example was the finding

that FBT was not superior to individual therapy for adults

with a protracted illness or for people with adult onset of

illness (Eisler et al., 1987; Russell et al., 1987). A further

example is that different family presentations, such as

high levels of maternal criticism, respond better to

separated family therapy rather than conjoint (Eisler

et al., 2007), suggesting FBT may not be appropriate for

all family dynamics. Agras et al. (2014) found that

Systemic Family Therapy resulted in significantly more

weight gain for individuals who presented with greater

obsessive‐compulsive psychopathology; however, those

with lower scores gained a greater amount of weight with

FBT, indicating that whilst FBT is an effective form of

support, it is not ’one size fits all’.

3.2 | Patient and carers' feedback on
family‐based therapy

Some parents reported positive experiences with FBT as a

structure to directly utilise their strengths and knowledge

in their child's care (Parent & Parent, 2008). Individuals

themselves also report that their parents' involvement was

beneficial to their recovery (Chen et al., 2010). FBT has

sometimes been promoted as a gold‐standard, fully effec-

tive intervention; the implication that follows is that any

failure is due to those implementing the model that is the

parents (Conti et al., 2017; Wufong et al., 2019). As a result

some parents experienced guilt, anxiety and a sense of

parenting failure if they were unable to achieve weight

restoration in FBT (Conti et al., 2017; Wufong et al., 2019).

The limited focus on refeeding in the early stage with el-

ements of a wider formulation such as comorbidities and
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environmental exposures relegated to the third stage was

problematic for some families, especially if challenging

premorbid temperamental and developmental traits were

present (Williams et al., 2020). Other families expressed

concern that they were not taught how to manage their

child's distress, and commented on the trauma this pro-

duced for the family (Conti et al., 2017).

Moreover, this intervention requires a significant

amount of resources from the family, by asking them to

engage in intensive treatment for large periods of time,

potentially spanningyears (Wufongetal., 2019).Whilst this

aspect of the intervention hasnot beenassessedadequately,

many parents report having to leaveemployment to care for

their child (Parent & Parent, 2008) or are fearful about

losing their jobs (Williams et al., 2020). Not all families have

the financial ability to commit to this level of care.

3.3 | Resource use outcomes—the New
Maudsley Model for collaborative care

A systematic review and meta‐analysis of self‐manage-

ment approaches for carers of people with AN included

two that used the NMCC (Albano et al., 2019). Drop out

(including rescue treatment) was reduced, but clinical

outcomes were similar. Bed use and carers' time from

recent studies using NMCC are shown in Table 2. The

intervention in both the adult and adolescent group pro-

duced a moderate sized reduction in time spent caring, and

at the same time, bed use was reduced. Moreover there was

a small to moderate improvement in the wellbeing of both

carers and patients in the intervention group (Hodsoll

et al., 2017; Hibbs et al., 2015; Magill et al., 2016). A similar

pattern of less bed use and improved wellbeing was found

using a hybrid intervention of NMCC and recovery

MANTRA for patients (Adamson et al., 2019). Taken

together these findings suggest that NMCC (a guided care

management with moderate costs) can offer an interven-

tion that can reduce service costs.

3.4 | Patient and carers' feedback on the
New Maudsley Model for collaborative
care

In one implementation of the NMCC, carers were asked to

rate their experiences of the intervention and reported

that it was easy to understand, the facilitators were

knowledgeable, the intervention was of a high standard

and they would be highly likely to recommend the

intervention to others with mean scores from 4.18/5 to

4.91/5 (Pépin & King, 2013). Feedback elicited from

patients whose caregivers had accessed the intervention

shows a positive attitude to their caregivers' involvement,

with feedback that they had acquired new skills and

information, their relationship had improved, their care-

giver had changed their approach to the illness and

showed an increase in compassion towards them. Patients

also reported that caregivers showed reduced anxiety and

greater confidence and hope. In addition to this positive

feedback, patients also raised concerns that they had to

adjust to their caregivers new behaviours, that they were

worried about possible blurring of boundaries between

their caregiver and clinical team, and patients also

TABLE 1 A summary of family‐based therapy studies that provide outcome data on bed use and extent of treatment

Author Clinical sample Comparison Participants Demographics Main outcomes

Lock

et al. (2016)

Adolescent

inpatient

FBT versus

SyFT
FBT: n ¼ 78

SyFT: n ¼ 80

Mean age: 15.4 (SD ¼ 1.8)

years, range: 12–18 years

Gender: 89.2% female

Number of days in hospital:

SyFT: 655

FBT: 369

Rehospitalised after first

5 weeks of treatment:

SyFT: 6 patients (13 rehospitalisations)

FBT: 2 patients (6 rehospitalisations)

Gusella

et al. (2017)

Adolescent

outpatient

PIC versus NST PIC: n ¼ 32

NST: n ¼ 14

PIC (M ¼ 13.07 years,

SD ¼ 1.89),

(3 males, 29 females)

NST (M ¼ 14.36 years,

SD ¼ 1.37),

(0 males, 14 females)

Required hospitalisation on a

psychiatric unit for weight

restoration

NST: 71.4%

PIC: 34.4%

Number of days in hospital:

NST: 50.0 days

PIC: 19.1 days

Required tube‐feeding:

NST: 42.9%

PIC 6.3%

Abbreviations: FBT, family‐based therapy; NST, non‐specific therapy; PIC, parents in charge; SD, standard deviation; SyFT, systemic family therapy.
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expressed that their caregiver would need ongoing sup-

port and skills training to continue to support their

recovery (Goddard, Macdonald, & Treasure, 2011).

3.5 | Implementation, reach and spread
of family‐based therapy and the New
Maudsley Model for collaborative care

There has been widespread implementation of FBT in

child and adolescent services. Interventions involving

collaborative partnership working with parents and

carers (NMCC) have also been disseminated (with a va-

riety of accessible training materials) and implemented

often through charities and voluntary organisations

(BEAT, 2020; Rhind et al., 2014). The involvement of

families is regarded as good practice within integrated

care for adults with AN. There is however a gap in our

knowledge about what works for whom and how and

why and there is need to consider how to help families

with features that portend a less good prognosis. Ques-

tions remain as to whether involving families more

effectively at an early stage (Brown et al., 2018) can be an

effective form of secondary prevention and whether a

TABLE 2 A summary of New Maudsley Collaborative Care studies that have outcome data on bed use, readmissions and carer time

spent caring

Author

Clinical

Sample Comparison Participants Family Outcome Service Outcome

Hibbs

et al. (2015)

Adult

inpatient

TAUa versus

NMCC + TAU
NMCC: n = 86

Age median 23.16

(range 12.52–

62.72)

Gender: Female

n = 83

Male n = 3

Carer: n = 134

Age median 52.22

(22.22–78.54)

Gender: Female

n = 80

Male n = 54

TSC at 6 months after discharge:

NMCC + TAU: 22

(range = 0–478 h/month)

TAU: 31.90 (range = 0–378 h/month)

(p = 0.05; estimated group

difference = 0.63

TSC at 12 months after discharge:

NMCC + TAU: 17.50

(range = 0–466 hours/month)

TAU: 20 (range = 0–379 h/month)

(SC = 0.29) (p = 0.88);

estimated group difference = 1.04

Length of stay:

NMCC + TAU

median = 148

(IQR = 28–991)

TAU median = 163

(IQR = 33–570)

Inpatient days

(by 6 months):

NMCC + TAU 927 days

TAU: 1276 days

Inpatient days

(at 12 months):

NMCC + TAU: 499

TAU: 1495

Readmission rate

(at 1 year):

NMCC + TAU: 27%

TAU: 32%

Hodsoll

et al. (2017)

Adolescent

outpatient

TAUa versus

NMCC + TAU

TAU n = 50

TAU plus NMCC with

guidance n = 50

NMCC without guid-

ance TAU n = 49

Patients: Mean age

16.9 years

(range: 13–21)

92% female

Carers: Mean

age = 48 years

(SD = 5.2)

NMCC carers spent less

time care giving (D = 0.4,

p = 0.04) at one year

Rescue admission

(1 year) 19%

versus 28%

Adamson

et al. (2019)

Adult

inpatient

TAUb versus

NMCC + GSC

+ TAU

Patients n = 31

(all female)

Mean age: 27.0 (8.8)

Carers n = 21

(80% female)

WWG:

NMCC+GSC+TAU:

0.51 kg

TAU: 0.47 kg

Mean LOS (SD): 88 (34)

versus 112 (71)

Note: Estimated group difference is a coefficient estimating the treatment effect of NMCC + TAU minus TAU.

Abbreviations: D, Cohen's D effect size estimation; GSC, guided self care; IQR, Interquartile range; kg, kilograms; LOS, length of stay; NMCC, New Maudsley

Collaborative Care; TAU , Treatment as usual; TSC, Time spent caring (hours per month); WWG , weekly weight gain.
aTAU comprised of inpatient or day‐patient treatment.
bTAU comprised of nutritional and medical interventions as well as individual and group psychotherapy.
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greater involvement of a wider net of social support is of

greater value for later stages. Further, the evidence base

largely encompasses studies conducted in the United

States, Canada, Australia, United Kingdom and Western

European countries, and it will be important in future

work to investigate whether the same family based

approach will have equal utility in other countries and

settings and what adaptations might be useful to support

families with EDs from a wider range of backgrounds.

4 | CONCLUSIONS

The overall conclusion is that involving the family and/or

wider forms of social support in the management of AN

can be an effective strategy to augment professional help.

Another benefit, although not widely measured in the

literature, is reduced resources in the form of reduced bed

use, with less need for nasogastric feeding, allowing

families to avoid being separated with loved ones in

hospital for extended periods. However, clinical judg-

ment is needed to shape the optimal form of the inter-

vention. For example, most of the evidence for FBT is for

patients in the early stage of illness and involves patients

with no or minimal comorbidities. It may be that those

with premorbid comorbidity such as ASD or obsessive

compulsive disorder may require a different approach.

Also, the costs for the family/social support also need to

be considered; even if this is freely given, especially for

those with features signaling a poor prognosis, a mixed

model of care, in which the family members are involved

at a developmentally appropriate level (with the proviso

that development may be profoundly delayed because of

both physical and social factors), as an essential compo-

nent of integrated care is needed.
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