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Background

Parents of a loved one with an eating disorder report high levels
of unmet needs. Research is needed to understand whether
clinical guidance designed to improve the experience of parents
has been effective.

Aims

To establish parents’ experiential perspectives of eating disorder
care in the UK, compared with guidance published by Beat, a UK
eating disorders charity, and Academy for Eating Disorders, the
leading international eating disorders professional association.

Method

Atotal of six focus groups (one online and five face-to-face) were
held throughout the UK. A total of 32 parents attended. All par-
ticipants were parents of a loved one with a diagnosis of anorexia
nervosa or atypical anorexia nervosa (mean age 22 years; mean
duration of iliness 4.4 years). Focus groups were transcribed, and
the text was analysed with an inductive approach, to identify
emerging themes.

Results

Four key themes were identified: (a) impact of eating disorder on
one's life, (b) current service provisions, (C) navigating the tran-
sition process and (d) suggestions for improvement.
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Conclusions

Current experiences of parents in the UK do not align with the
guidelines published by Beat and Academy of Eating Disorders.
Parents identified a number of changes that healthcare providers
could make, including improved information and support for
parents, enhanced training of professionals, consistent care
across all UK service providers, policy changes and greater
involvement of families in their loved one’s care. Findings from
this project informed the design of a national web-survey on
loved ones’ experience of care in eating disorders.
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It is estimated that over 1.6 million people in the UK are affected by
eating disorders. As the age at onset of an eating disorder is usually
before the individual has left home," the role of caregiver often falls
to the parents. Research has demonstrated that the involvement of
close others in all stages of care can have a positive impact on treat-
ment outcomes.” However, the parental role can be challenging; a
systematic review identified perceived increased burden and low
efficacy for carers, with both associated with clinical levels of depres-
sion and anxiety.” There is some evidence that this can negatively
affect treatment outcomes in people with eating disorders."
Furthermore, carers and close others often report a lack of adequate
support or information during their loved one’s illness,”™® particu-
larly if the person with the eating disorder is legally an adult.
In response to these unmet needs, guidance has been issued by
both the Academy for Eating Disorders (AED),” the leading inter-
national association for eating disorder professionals, and Beat, a
UK eating disorder charity,'” highlighting recommendations and
guidance to meet the needs of families and carers affected by
eating disorders (see Table 1). More research is needed to under-
stand the extent to which experiences of care for parents throughout
the UK meet the standards outlined in the guidance, and what
changes could be implemented to improve their experience of
care and reduce levels of concern and distress, thereby potentially
improving outcomes for patients with eating disorders. We aimed
to develop a greater understanding of parents’ experiential perspec-
tive of eating disorder treatment in the UK, compared with these
published guidelines, by conducting face-to-face/online focus
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groups. Additional focus groups were organised for partners and
siblings; these findings will be explored in a separate paper. The
findings from this project will inform the design of a national
web-survey on loved ones’ experience of care in eating disorders.

Method

Participants and sampling

Parents of individuals with an eating disorder were recruited across
the UK via advertisements by local and national eating disorder
charities. Parents were excluded if their loved one had not received
eating disorder treatment in the UK within the past 10 years. Thirty-
two parents (twenty-four women, eight men) participated overall.
The majority (n=19; 59%) were aged between 51 and 60 years
and of White ethnicity (96.9%). Two couples, each caring for one
child with an eating disorder, attended the focus groups.

The ages of the parents’ loved one with an eating disorder
ranged from 13 to 45 years, with a mean of 22.00 years (s.d. 7.33);
ten (33.3%) were aged <18 years, and twenty (66.6%) were aged
>18 years. Most of the individuals with an eating disorder
were female (n =28; 93.3%), with a diagnosis of anorexia nervosa
(n=28;93.3%) or atypical anorexia nervosa (1 = 2; 6.7%). The dur-
ation of illness ranged from 6 months to 15 years, with an average
duration of 4.40 years (s.d. 3.59); 16 (53.3%) had an illness duration
of <3 years, and 14 (46.7%) had a more enduring illness (i.e. dur-
ation of >3 years). Twenty-six (86.7%) of these individuals had
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Table 1

Published guidelines for meeting the needs of families and carers affected by eating disorders

Academy for Eating Disorders

1. Access to quality care: All patients have the right to immediate care for medical and/or psychiatric instability, followed by timely and non-discriminatory
access to appropriate specialty care.

2. Respect: All patients, caregivers and family members have the right to be treated with respect throughout the assessment, planning and treatment process.
Patients and carers should never be judged or stigmatised based on symptoms, behaviours or past treatment history.

3. Informed consent: When making healthcare decisions, patients and caregivers have the right to full disclosure by healthcare professionals about treatment
best-practices, risks, costs, expected service outcomes, other treatment options, and the training and expertise of their clinicians.

4. Participation: Families and other designated carers have a right to participate in treatment as advocates for the best interests of their loved ones. Caregiving
responsibilities and degrees of participation will necessarily vary depending on the age, mental state and diagnosis of the patient, as well as the caregiver's
skills, availability, personal health, resources and other circumstances.

5. Communication: All patients and carers have the right to establish regular and ongoing communications through clearly defined channels. Caregivers and
family members have the right to communicate their observations and concerns to professionals and to receive information when the patient’s medical
stability and/or psychiatric safety is threatened or at risk.

6. Privacy: All patients and carers have a right to expect their health professionals to understand, communicate and respect the applicable privacy or age-of-
consent regulations that govern the communication of health and treatment information, as well as the circumstances and conditions that may override
privacy concerns or transfer authority regarding treatment decisions.

7. Support: All caregivers have a right to receive information, resources and support services to help them understand and carry out the expectations and
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responsibilities of their roles as partners in treatment.
Beat

5. Offer all carers options for peer-to-peer support.

takes place.

1. Have a policy that ensures optimum involvement of and support for all carers as soon as a loved one starts treatment.

2. Train all service staff in the application of the policy and these standards with particular focus on the importance of carers as a resource for recovery.
3. Provide all carers with useful and comprehensive information about eating disorders when their loved one receives a diagnosis.

4. Offer all carers and siblings an assessment of their own needs when a loved one receives an eating disorder diagnosis, continue to monitor their well-being
throughout the sufferer’s treatment and, where necessary, refer carers to specialist services.

6. Offer all carers opportunities to learn the necessary skills to provide optimum support for their loved ones.
7. Inform and engage carers when a loved one faces a transition between services and ensure that effective communication between both services and carers

8. Provide a mechanism by which carers’ input and feedback is sought and acted upon.

experience of out-patient care, seventeen (56.7%) had accessed in-
patient care and three (10%) had received day-care treatment.
Eight (26.7%) had only ever accessed child and adolescent mental
health services (CAMHS) treatment settings, eight (26.7%) only
had experience of care in adult services and 14 (46.7%) had accessed
both CAMHS and adult services.

Procedure

This study was performed in accordance with the Declaration of
Helsinki and approved by King’s College London (approval
number HR-19/20-14803). All participants provided written
informed consent to participate. All focus groups were held early
in 2020; five were face-to-face focus groups held in London,
Derby, Wrexham and Belfast, to ensure cross-UK representation.
In light of the COVID-19 outbreak, the sixth focus group was
held virtually, using Microsoft Teams for Mac (Version 16.35);
this group was exclusively open to parents who had experienced
care in Scotland.

A topic guide for the focus groups was collaboratively developed
in advance during two discussion groups of professionals, carers
and patients. At the start of each focus group, participants com-
pleted demographic questionnaires. The focus groups were led by
one of two researchers (C.K. or H.C.), with the lead researcher
recording the discussion. During the focus groups, the participants
were informed of the overall aims of the research, and the recom-
mendations published by both the AED and Beat were outlined to
aid the discussion. The topic guide used in all focus groups is out-
lined in Appendix 1. Recordings were transcribed, and any identifi-
able information was removed before analysis.

Analysis

Data were analysed by using an inductive approach to thematic ana-
lysis at the semantic level, meaning that themes are identified within
the explicit meanings of the data, and analysed and reported without
trying to fit into a pre-existing coding frame, or the researcher’s
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preconceptions.!’ Two researchers (P.M. and H.C.) worked inde-
pendently on the identification of themes within the transcripts, fol-
lowing the six phases outlined by Braun and Clarke."" When
devising the final thematic framework, researchers held discussions
on eight separate occasions, with themes being consolidated and
labels edited to more accurately reflect the content of the nodes
after each discussion. All analysis was carried out with NVivo for
Mac (Version 12, QSR International, Doncaster, Australia; see
https://www.gsrinternational.com/nvivo-qualitative-data-analysis-
software/support-services/nvivo-downloads).

Results

Four higher-order themes emerged from the six data-sets, outlined
alongside the lower-order themes in Fig. 1.

Impact of an eating disorder on one’s life

Parents described their perspectives of how their child’s eating dis-
order has affected life for themselves and their family. Accounts of
parental struggles and challenges included confusion, frustration,
guilt, stress, loneliness, feeling overwhelmed, hopelessness, lack of
control and fear for the future. Parents reflected upon perceived
mistakes made in their caring responses and the stigma faced
throughout the illness. Parents described noticing deteriorations
in their own physical/mental health since the onset of the illness,
and highlighted financial/logistical barriers to accessing support
for this.

‘And you can feel terribly isolated from your kind of friends ...’
Focus group 3, participant 6 (female).

‘T realise a lot of what I was doing wasn’t actually helping him
... Focus group 2, participant 3 (female).

Tm going on to antidepressants at the end of the month
because it’s just too stressful ...” Focus group 4, participant 1
(female).
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Fig. 1 Higher- and lower-order themes generated from focus groups, using thematic analysis.

Parent and patient self-efficacy was highlighted in all focus groups.
Examples of parent self-efficacy included efforts and determination
to access appropriate care and/or information, as well as efforts to
improve the quality of care provided. Further comments related
to parent’s attempts to protect their own well-being, such as adopt-
ing a positive mindset. Parents described the perceived benefits of
their loved one also exhibiting self-efficacy throughout the treat-
ment journey.

T got access to information by finding out people whose chil-
dren are going through it and really directly contacting the ter-
tiary services, you know, the regional services and asking for
help.” Focus group 2, participant 1 (female).

‘But apart from the one appointment that I took her to, she’s
driven herself to all the appointments, I've had no contact
whatsoever and she has done very well ... Focus group 5, par-
ticipant 1 (female).

Parents described living with problematic thoughts and behaviours,
including their perceptions of their loved one’s rigid eating patterns,
body shape concerns and age-inappropriate thoughts and beha-
viours. The worries encountered by parents when they perceive
their loved one to be resisting and/or denying treatment were also
described.

‘...she’s 27 but she’s behaving like a child, she calls me
mummy ..." Focus group 1, participant 2 (female).

‘... this time, she’s got that body dysmorphia which she didn’t
have the last time, so she doesn’t see the bones are sticking out
of her.” Focus group 4, participant 3 (male).

Parents expressed concern for the impact that the eating disorder
has on the wider family including siblings, partners or the wider
family system.

‘We used to have loads of friends come over all the time, and
then my sons ... stopped inviting friends round because they
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didn’t know whether plates would be thrown, or she would
yell.” Focus group 5, participant 3 (female).

Current service provisions

The following subthemes reflect parent’s accounts on any aspect of
service provision. Parents reflected on the availability and accessibil-
ity of support for the caring role, including information, skills train-
ing, peer support, family therapy and meal support. Methods of
support provision were described, including through service provi-
ders, charities/external organisations, schools, online platforms/
social media or other carers. Further comments described the
quality and usefulness of the support provided.

‘T found the family therapy quite good because it’s a really good
environment for us to chat in, with having someone else there
to sort of act as a mediator.” Focus group 3, participant 4
(female).

‘The parent support group that we go to, that was my lifeline,
and they have more skill, more knowledge, more idea of what
you’re going through as a family because they’ve been there.
Focus group 5, participant 5 (female).

Parents reflected upon their level of involvement in the recovery
process. There are accounts of parents feeling excluded from the
recovery process because of confidentiality policies, intentional or
unintentional actions of the clinical team, or the patient themselves
not wanting their carers involved. Further comments related to an
exclusion from service provision more generally, in terms of not
seeking or valuing carer’s feedback. Some positive experiences of
feeling included in the recovery process are also covered in this
node.

‘...if we ask a question we’re definitely not being blanked.
Those questions are being absorbed and being answered’
Focus group 1, participant 1 (male).

‘We didn’t have any feedback from appointments, we had no
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contact with the service at all and felt like we were absolutely

left hanging.” Focus group 6, participant 2 (female).

Carers reflected upon their loved one’s experiences relating to
receiving specialist care for the eating disorder. There are descrip-
tions of problems receiving high-quality health and social care for
various reasons, including strict admission criteria and discharge
policies, inadequate training of staff, stigma, bed/staff/financial
shortages, extensive waiting lists, administrative errors and/or
unsatisfactory adjustments made for patients with comorbidities.
Carers reflected on the consequences of delayed or inadequate
access to services. A smaller number of comments reflected posi-

tively on the quality of care delivered by specialist teams.

‘Our daughter asked to be admitted and she was told no, today,
she doesn’t meet the criteria.” Focus group 4, participant 1

(female).

‘... she was put on the urgent list because her BMI [body mass
index] was so low but that was 3 months waiting list” Focus

group 5, participant 5 (female).

‘Tknow where I am, once you're referred to the eating disorder
service they will see you within a week and they are really

good.” Focus group 2, participant 3 (female).

Parents described experiences of early intervention and general
practitioner (GP) care, including the quality of care received from
GPs during early consultations. Parents emphasised the importance
of early intervention and reflected upon the adequacy of informa-
tion and support given to patients and their families up to and
including the diagnostic assessment. Although most comments
described negative experiences, some parents reflected positively

on the early stages of accessing care.

‘... she presented herself to the doctors and said ‘T think I've got
an eating disorder’. They weighed her and said ‘well you're not,
you're too heavy’ so there was no referral made, there was no
suggestion or anything, it was almost dismissed.” Focus

group 1, participant 3 (female).

‘the GP was really good and referred her really fast.” Focus

group 5, participant 3 (female).

There are many references to inconsistent service provision, includ-
ing disparities between services either within the same area (e.g.
CAMHS versus adults; day care versus community care) or across dif-
ferent geographical areas. This node also incorporated inconsistences
in care within the same service, such as conflicting advice from staff.
Parents described disparities between treatment provisions for phys-
ical illnesses such as cancer, compared with mental illnesses.

‘They’re meant to be governed by the NICE [National Institute
for Health and Care Excellence] guidelines, aren’t they? So,
they all should be providing the same thing, but they’re not’

Focus group 4, participant 2 (male).

Navigating the transition process

There were several subthemes that represented issues concerning
the transition process from in-patient to home or CAMHS to
adult services. Parents described views on post-discharge support
offered to either patient, their families or both, including follow-
up and relapse prevention plans, community support and crisis
planning. The majority of these views were negative, although

there were a small number of positive experiences.

‘... she sees a community nurse once a week, she comes to the
house, and she was told that there was no care plan, there
hadn’t been one for the last 6 months. So the treatment she’s
receiving is totally inadequate or even, can’t even think of
the word, non-existent.” Focus group 3, participant 1 (female).
‘... the hospital supported her to get some work experience, she
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loves dogs and so she’s been going to puppy training, that’s the
first time she’s engaged in anything ... Focus group 1, partici-
pant 3 (female).

Furthermore, the transition process can be affected by information
flow, with problems reported in communication and sharing of
information regarding the transition process causing considerable
confusion. This node also featured a small number of positive com-
ments relating to helpful communication between teams during the
transition process.

‘The counsellor she was seeing, or the therapist, did say they
hadn’t forwarded her on any information so she was dealing
with it in the dark and I think that encouraged our daughter
to think “what’s the point, every time I go I have to start all
over again I won’t do it”.” Focus group 1, participant 2 (female).
‘... T'was in that handover meeting, and things were discussed’
Focus group 5, participant 2 (female).

Finally, parents also describe how logistical problems involving
geographical, funding or time constraint can affect the transition
process.

‘... we had the experience when we moved from one trust to
another, we had to apply for special funding and then that
was us to write to the commissioners, I mean we’re lucky we
could do it’ Focus group 3, participant 4 (female).

Suggestions for improvement

This theme incorporates carers’ ideas and suggestions as to what
improvements could be made to improve experiences for them-
selves and their loved one. Parents suggested a perceived need for
improved information and support for parents, including increased
education and information regarding eating disorders and service
provision, alongside a need for reassurance that the parents are
not to blame. Suggestions for improved support came in various
formats, from a community care coordinator to greater support
from the team itself, enhanced therapeutic provisions, skills train-
ing, guidance with meal times, support for the carer’s own emo-
tional well-being and tailored support depending on the carer’s
relationship to their loved one.

‘... every single person should have a care coordinator who is
responsible for pulling everything together.” Focus group 1,
participant 4 (female).

‘... even if they just gave you a pack each on diagnosis, leaflets,
information, they don’t even have to tell you anything, just a
ready-made pack to go.” Focus group 3, participant 1 (female).

Throughout all six focus groups, there were references to the desire
for a more holistic approach to caring. Quotes indicate the desire for
greater inclusion of close others in their loved one’s treatment as
well as being made to feel more valued in the process. Parents
wanted to encourage the healthcare system to tailor treatments to
the family structure, such as considering the needs of siblings or
separated/divorced parents. There were further suggestions to
include the patient’s wider network, including schools.

‘... whether it’s in CAMHS or adult, in-patient or out-patient,
they need to be listening to the parents and understand that the
parents know their child best.” Focus group 3, participant 2
(female).

‘CAMHS I think should involve schools as well for their input.’
Focus group 5, participant 5 (female).

Parents also expressed the necessity of improved specialist training
and resources for GPs to refer to appropriate specialist teams.
Parents expressed an additional need for improved and more wide-
spread specialist training for those who are providing treatment for
the eating disorder.
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‘... well-trained staff would be the priority’ Focus group 3, par-  Clinical implications

ticipant 5 (female). To improve parent’s experiences and meet the standards outlined in

Parents outlined their desire for policy changes, including changes ~ the Beat and AED published guidelines, parents in our focus groups
to the legal framework, improved funding (especially for adult ser- ~ suggested a number of practical steps that service providers can take.
vices), reduced use of bank staff, changes to discharge policies, ~Some of these suggestions were based on experiences of what had
addressing the present ‘confidentiality’ issue, implementing a worked well, whereas others were based on negative experiences
system that provides carers with more input after patients are >18 of care. The consensus was that, overall, improvements were
years of age and the eradication of body mass index (BMI) cut-off ~ required to meet the standard of care outlined by Beat and the
values required to access services. AED. Parents would greatly benefit from improved information
and support, as well as healthcare professionals adopting a more
“...1 don’t nezed to know everything that’s been said but  jncjysive approach to parents. Both the Beat and AED guidelines
perhaps if she’s b_een given release of hospital to our care, we o o mmend involving carers at all stages of treatment; this is of par-
need to know a little about what's happened.” Focus group 2, ticular importance as we know that this can have positive effect
participant 4 (female). . P s 13 p Ve etlects on
T would stop BMI [body mass index], because I think it's out- their loved ones’ treatment (.)utcomes'. 01.1r findings st)lggest that
dated ...” Focus group 5, participant 3 (female). not all parents currently feel involved in their loved ones’ treatment
(see section ‘Current service provisions’), and this is something that
Finally, parents described the importance of consistency in careand  parents would value (see section ‘Suggestions for improvement’).
the need to ensure a consistent and standardised approach to care  However, parents expressed a desire to address the current
for all patients, across the UK, and over time. Comments related  ‘confidentiality’ issue with regards to patients aged >18 years.
to the benefits of having consistency in the healthcare profes-  Although the right to confidentiality applies equally to adults and
sional(s) and support systems that a patient and their family  children, the difference in CAMHS settings is that the parent also
access throughout their treatment. has a right to care for their child (and hence requires the necessary
knowledge to perform this care); this may explain why

carers that is given to every carer as a basic minimum from confidentiality appeared to be a more pertinent issue within adult

every service in the country ..." Focus group 2, participant 1 settings. The AED specifically states that healthcare providers
(female). must ‘respect the applicable privacy or age-of-consent regulations

that govern the communication of health and treatment informa-
tion’.” Therefore, it is important that healthcare providers, especially
in adult services, explore methods of ensuring that parents are

‘It should be a standardisation of services and information for

Discussion involved in the recovery process without breaching confidentiality
guidelines.
The main aim of this study was to better our understanding of Previous research has demonstrated how such an approach can be

parents’ experiential perspective of eating disorder treatment in  beneficial for carers; the New Maudsley collaborative care intervention
the UK, compared with published guidelines, to inform the design ~ provides carers with theoretical and practical knowledge for coping
of a national survey for carers. Some parents did reflect upon posi- ~ with eating disorders."* This approach has been successful both in
tive experiences of care in the UK, matching the standards outlined  the form of a workshop'® and self-help guides,'®'” highlighting how
in published guidelines. For example, some parents felt confident ~a change in approach could target parents’ currently unmet needs.
that they could ask questions about their loved one’s treatment, ~Alongside this, a manualised psychoeducational group for early-
aligning with Beat’s eighth recommendation (see Table 1). The onset eating disorders in children and adolescents could address
AED’s first recommendation is that all patients are given access to ~ parent’s desire for information on eating disorders alongside access
quality care, and some parents in our sample felt that this was to peer support, and can feasibly be delivered in a UK healthcare
achieved in terms of referral and/or waiting list durations setting.'® Further practical steps that healthcare providers could real-
(see section ‘Current service provisions’). Additionally, there were istically take include ensuring that all services have easily accessible
examples of appropriate transition support for carers and their resources for parents/carers, having a named person that the parent
loved ones, including offering work experience to support transition ~ can contact and involving parents early in their child’s treatment
into the community and inviting carers to a hand-over meeting journey.
when transferring between teams (see section ‘Navigating the tran- Work is also being done to address the need for improved spe-
sition process’). These are practical examples of how service provi-  cialist training. In England, a national whole-team training (WTT)
ders can meet Beat’s seventh recommendation regarding transition ~ for children and young people’s eating disorders services (CYP
support. Finally, both the AED and Beat emphasise the importance ~ EDS) was delivered to all CYP EDS in 2017, as part of the implemen-
of providing support for the caring role, and our findings highlight  tation of the Access and Waiting Times Standard for Children and
some of the many ways that this has been accessed, including ~Young People with an Eating Disorder Commissioning Guide."”
through family therapy and peer support (see section ‘Current A similar WTT for adult eating disorder services in England was
service provisions’). commissioned for delivery in 2021.*° In addition, first-episode
However, crucially, our findings revealed a number of short- rapid early intervention for eating disorders (FREEDlg) is a recently
comings in current service provisions for parents of those with an  developed service model and care package that has been implemen-
eating disorder at all stages of treatment. This builds upon our ted within the UK healthcare system. Pilot studies indicate that
understanding from previous research,”®'? as we now know that  adopting this model leads to reduced waiting times' and improved
a lack of adequate support or information for parents is a clinical outcomes.”” Over the next 5 years, it is hoped that FREED
common experience for parents across the UK, in a variety of treat- ~ will be scaled up to be available to all young people who need it,
ment settings and at all treatment stages. Therefore, although some ~ and become more established in Wales, Scotland and Northern
parents described positive experiences of care in the UK, it remains  Ireland.”
clear that standards are yet to reach the levels outlined in published Although these examples illustrate how the healthcare system
guidelines. can make practical changes to improve parents’ current experiences,
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our national survey will seek to explore these ideas in greater detail,
so that suggestions for improvement can be strengthened by their
specificity.

Limitations

Participants in our sample were included if their child had accessed
care for an eating disorder any time in the past 10 years, and there-
fore may have experienced care before the AED and Beat guidelines
were published - in 2017 and 2019, respectively — making it difficult
to ascertain the level of influence that these guidelines have had.
However, our analysis did not reveal any perceived improvements
in the quality of service provisions over time (i.e. since the guidelines
were published), and the large majority of our participants were not
aware that the guidelines existed. Although we measured illness
duration, we did not specifically measure time since diagnosis;
this would have been helpful to assess whether there were variations
in participant’s experiences dependent upon whether they had
received care in recent years compared with approximately 10
years ago.

Furthermore, almost half of our sample had accessed eating dis-
order care in both CAMHS and adult services. Because of the anon-
ymisation of transcripts before analyses, it was not possible to
conduct a direct comparison between CAMHS and adult services,
making it difficult to establish whether our findings are equally rele-
vant in both settings. Parents are routinely involved in treatment for
young people <16 years of age, and parents of adolescent anorexia
nervosa patients report high levels of satisfaction with specialist ser-
vices,>* which may influence responses in some areas. Furthermore,
CAMHS eating disorder services have undergone significant trans-
formation since the introduction of increased funding in 2016,
and therefore there may be further disparities in experiences of
care dependent on whether an individual received care before or
after 2016. Future research should seek to investigate the impact
of service transformation and associated training on adherence to
the Beat and AED published guidelines on carers’ involvement
and experiences.

Our study was interrupted by the COVID-19 outbreak and sub-
sequent lockdown, with the final focus group being moved online.
Our analysis did not reveal any significant differences between the
experiences of parents in the Scotland focus group (post-COVID-
19) and previous focus groups (pre-COVID-19), suggesting that
the experience of care for those in the Scotland focus group was
not significantly affected by the pandemic. However, this indiffer-
ence may be attributable to the small sample size in Scotland (n =
4) compared with all other focus groups combined (n=28), or
because the topic guide was not altered in light of COVID-19 to dir-
ectly assess the effects of the lockdown. A qualitative study specific-
ally exploring the effects of lockdown for patients with anorexia
nervosa and their carers indicated that COVID-19 has presented
unique challenges and some increased practical demands for
carers®®; it would have been helpful to explore this explicitly in
our focus groups.

Although we did reach data saturation with our sample size, our
sample lacked diversity, with most parents being White, middle-
aged women caring for their adult child with an enduring restrictive
eating disorder. Furthermore, 56.7% of our sample had accessed
in-patient care, suggesting an illness severity on the severe end of
the spectrum. Therefore, these findings may not be generalisable
to all cases of eating disorders. Nonetheless, we do know that
these findings are relevant in all areas of the UK (at least for some
individuals), as we recruited participants in England, Wales,
Scotland and Northern Ireland. We aim to increase the diversity
of our sample by widening access to this research via our national
online survey. In addition, by involving carers in all aspects of our
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research from informing the topic guide for focus groups to analys-
ing the results, we hope that our study design and findings are rele-
vant to the large number of parents affected by eating disorders
throughout the UK.

As with all qualitative research, there is possible research bias.
However, this was reduced by using an independent researcher
(P.M.), who had not attended the focus groups or been involved
in the study design, to code the transcripts alongside a second
researcher (H.C.), who had attended the focus groups. Finally,
although the current paper did not address the experiences of
other close others/carers, such as siblings and partners, the research
team have explored this in a separate study, which will be published
later this year.
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Appendix 1: Focus Group Topic Guide

Introduction and overview

o Welcome and introductions to research team

« Overview of the aims of the study: ‘Our overall aim is to develop a
national survey to improve understanding of the experience of
close others of patients with eating disorders. From doing so,
we hope to identify areas of improvement. Today, we will be
using your experiences to help us to develop this survey. We
will be using 2 sets of recommendations outlined by BEAT, the
UK charity of eating disorders, and the Academy for Eating
Disorders. We would like to know whether your lived experi-
ences align with these guidelines. This will inform the develop-
ment of our national survey.’

o Instructions regarding the focus group: ‘There is no right or
wrong answers — all your responses are valid. Please give
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everyone a balanced use of airtime. Please help to protect others’
privacy by not discussing details outside of today’s focus group.
Please don’t use identifiable information in the discussions (e.
g., your loved one’s name). We are recording the discussion —
once you have said something, you cannot erase it from the
recording so please only share what you are comfortable with.
Please try to stay on topic — we only have one hour!”

Materials

All participants are provided a pack of materials, which includes a
consent form, information sheet, participant demographics form,
copy of the Beat recommendations and copy of the Academy for
Eating Disorder recommendations.

Discussion points (approximately 10 min per discussion
point)
(a) Which recommendations are you aware of or familiar with?
(b) Focusing on the recommendations from Beat, please choose
the top 3 most important recommendations

(c) Looking at the top 3 recommendations:

(i) What would you consider good support for carers of

people with eating disorders?

(ii) How do they match your personal experience?
(d) What other good practise for carers have you experienced?
(e) What do you want out of the national survey?
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