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BACKGROUND AND AIMS
• Close others of patients with eating disorders often

report high levels of unmet needs.
• The Academy for Eating Disorders1 and Beat2 have

published recommendations for carers.
• Aim: To establish whether close others’ experience

align with the recommendations, a national survey
for close others of eating disorder patients is being
developed.

• We organised an extensive public and patient
involvement (PPI) initiative to inform the design of
the national survey.

METHODS
• 2 initial discussion groups comprised of

professionals, carers and service users informed
the structure and topic guide of 9 subsequent
focus groups.

• Close others were recruited via local/national
eating disorder charities, making national
representation more likely.

• Focus groups were recorded, transcribed and
thematic analysis used to identify emerging
themes.

RESULTS
Demographics:
• 32 parents, 10 siblings and 5 partners were present for the

focus groups across England, Wales, Scotland and Northern
Ireland.
• The mean age of their loved one with an eating disorder was

23.6 years old (SD = 9.1), with the majority (N = 43, 95.6%)
having a diagnosis of anorexia nervosa, whilst 2 (4.4%) were
diagnosed with bulimia nervosa.
• The mean duration of illness was 5.6 years (SD = 6.5).

Analysis:
Five main themes emerged from preliminary analyses,
warranting further exploration of experiences in the following
areas:
(1) discharge/transition between services
(2) involvement of carers in the recovery process
(3) availability of information and support for carers
(4) professionals’ acknowledgement of the specific needs of
carers depending on their relationship to the patient
(5) challenges encountered by carers throughout the recovery
process

“I 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.” – Parent 
(female)

CONCLUSIONS
• We have identified key topics for

further exploration through a
national survey.

• The national survey would help
expand upon our current
understanding of carers’ experience
and help identify strengths in the
system whilst also inform
recommendations for service
changes in healthcare practice via a
position paper in collaboration with
the Royal College of Psychiatrists and
Beat.

““

“You can feel so helpless as a 
partner”- Partner (male)

““

“…they were all just parents and I 
think I could feel a generational 
gap and it would be so much nicer 
to be able to get support from 
people my age” – Sibling (female)

Source: https://pixabay.com/vectors/family-people-boy-kid-woman-child-5467537/

Funding:
This study was funded by the Royal College of Psychiatrists.
References:
1Academy for Eating Disorders. World Eating Disorder Healthcare
Rights. An AED Global Blueprint for promoting Excellence in Care
through Patient-Carer-Professional Partnerships. 2017
2Beat. Best practice in the engagement and empowerment of families
and carers affected by eating disorders. 2019


