Beat

Eating disorders

The impacts on sufferers of delaying
treatment for eating disorders in
Scotland.



Introduction

An estimated 125 million people in the UK have an eating disorder, serious mental ilinesses that are
often poorly understood. They are not ‘diets gone wrong’, narcissistic, fads or phases but ilinesses that

cause devastating consequences for those suffering and the people that care for them.

Anorexia nervosa has the highest mortality rate of any mental iliness, and when eating disorders are not
fatal, they can still lead to severe long-term physical health consequences, such as damage to organ
systems, fertility issues, a higher risk of heart problems, type 2 diabetes and loss of bone density.

Despite the severity of these ilinesses, those in need of treatment often don't find it quickly enough,
resulting in unnecessary financial cost and emotional distress to sufferers, their families and the State in

a cycle of relapse and recovery lasting, on average, six years.

As the UK’s eating disorders charity, Beat exists to end the pain and suffering of eating disorders. Every
day we speak to sufferers and their families who contact us for support through our Helpline or online
support services, and we hear first-hand about the challenges people face in asking for help, the long
delays they experience in receiving treatment once they seek it, and the frequent obstacles they must

overcome to receive appropriate treatment.

In order to explore and quantify these issues, to demonstrate the impact of eating disorders on sufferers
and their families, and to highlight where change is heeded, we undertook a large research programme
during 2017.

As a result, we are calling for action from Government, healthcare professionals and others. We have
also identified a number of actions that we as a charity will take to build on our support for sufferers and

their families.

This report focuses on the experiences of respondents who were resident in Scotland when they were
(first) referred to treatment. A comprehensive report of all the findings from this research project will

follow next year.

We would like to thank consultant psychiatrist and academic Dr Paul Robinson, ably assisted by Emily
Rothwell and Jonathan Kelly, for leading the research programme. Thank you also to the consortium of
concerned business people who came together to fund this project. And most importantly, we would
like to thank the brave individuals who shared their personal experiences through our surveys and
interviews. It is to these people we dedicate this report, for whom, in many cases, the fight for recovery

continues.



'‘Accessing treatment for an eating disorder’ survey

We carried out an online survey in early 2017, which we promoted through the Beat website, email, and
social media. One hundred and fifty eight people who accessed the survey lived in Scotland when they
were first referred to receive treatment for an eating disorder. For this report, we have analysed the
data from the 125 respondents who had their (first) assessment appointment between 2007-2017. This is
to ensure that the data reflects recent experiences. Some of the survey questions were only applicable

to certain respondents and some others were optional.

This survey asked about experiences of accessing treatment for an eating disorder. It included
questions about how quickly the respondents had been able to access treatment after the start of their
illness, and the support and information provided between referral and the start of treatment.

This survey was open to anyone with experience of accessing treatment for an eating disorder. As a
result, there is the possibility of self-selection bias. This, combined with the relatively small sample size,
means that the group of sufferers who chose to respond to this survey may not be fully representative
of all sufferers in Scotland.

People delay seeking help, and wait a long time for
treatment

Delays are experienced at every stage

(TOTAL

192 weeks)

. Before realising they had an eating disorder . Between realising and seeking help from GP

. Between first GP visit and referral . Between referral and assessment

The average wait between someone’s eating disorder symptoms emerging and them seeking help was
162 weeks over three years. This may be due to low awareness of the significance of the iliness, denial of
the problem, and/or resistance to seeking help for a mental iliness. The delay in seeking help is followed

by an average of 30 weeks between first GP visit and the start of treatment, meaning the average

person with an eating disorder waited 192 weeks before treatment began.

This is despite the fact that the earlier someone can access treatment, the better their chance of
making a full and sustained recovery. Evidence suggests that treatment for anorexia nervosa in
particular becomes more difficult, and the prognosis worsens after around three years of iliness, with

increased risk thereafter of the iliness becoming severe and enduring, or even fatal'.

For the 73 respondents who were referred to treatment by a GP, on average, after discussing the eating
disorder with that GP they had three appointments over a 12-week period before securing the referral
for treatment.
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Adults wait longer than children and adolescents at every stage for
treatment

(TOTAL 133
weeks)

71

(TOTAL
244 weeks)

. Before realising they had an eating disorder

. Between realising and seeking help from GP

. Between first GP visit and referral . Between referral and assessment

In total, under-19s experienced an average delay of 133 weeks, in comparison to 244 weeks for those
aged 19 and over. Typically, the first symptoms of an eating disorder appear in adolescence. Since
we have split the data by the age of the respondents at their (first) assessment, the difference
between the age groups for the first three phases may reflect the fact that sufferers who experience
a longer delay are adults by the time they are assessed, not that adults who develop an eating
disorder wait longer before seeking help.

Nevertheless, it is concerning that adults may often have to wait longer for treatment after referral,
given that they have in general been suffering for longer already. Adults had to wait on average 21
weeks from referral to start of treatment, which was seven weeks longer than the wait for those who
were under 19 years old at their (first) assessment.

Government action is welcome, but is not nearly enough

The Scottish Government has set a target that from December 2014, patients should not have to wait
longer than 18 weeks from referral to start of treatment for a mental health condition”. While this
target is welcome, in the case of under 19-year-olds with an eating disorder it does not compare
favourably with the recent waiting times targets set by NHS England, which specify that specialist
treatment must be delivered within one week after referral for urgent cases and within four weeks for
all other cases”.

Our research demonstrates the substantial delay that often occurs between symptoms emerging
and the referral to treatment being made and highlights the importance of efforts directed at
reducing this, as well as efforts to reduce waiting times between referral and the start of treatment.



People don’t automatically get the information and
treatment they need

People are not given the information they need about their iliness

(o)
6 5 /) of people (64 out of 98) answered NO when asked if they were told about sources of support

that could help them between referral and the start of treatment.

O,
48 /o of people (47 out of 97) answered NO when asked if they were told what treatment would be

like. When respondents were given information about what to expect from treatment, 90% (87 out of 41
people) found it helpful.

34% . L .
0 of people (33 out of 96) answered NO when asked if they were given information about

eating disorders.

Healthcare Improvement Scotland“ recommends that people with eating disorders and their families
or other carers are signposted to sources of support. For most of the respondents this did not happen
during the time between their referral and the start of their treatment. Many respondents also did not
receive information about eating disorders and available treatments, despite this also being
recommended by Healthcare Improvement Scotland.

Mental health services should be providing this kind of information, but this finding is also particularly
important for Beat, so we will produce standard packs to ensure this information is provided, both for
patients and their relatives and friends.



Children and Adolescents are referred to services that dont specialise in the
treatment of eating disorders

Under19s 19+ year olds
Specialist Specialist
W Nor-specialist W Nor-specialist

Respondents who were under 19 years old when they had their (first) assessment appointment, were far
less likely to be referred to a mental health service that specialised in the treatment of eating disorders,
with only 28% (17 out of 60 people) referred to a specialist eating disorders service. This finding is
significant given the evidence to support the value and cost-effectiveness of specialist treatment for
children and adolescents with an eating disorder” and the recent investment in specialist eating
disorders services for under 19-year-olds in England®.

Twenty six percent (15 out of 58 people) of those who were 19 years old or over when they had their (first)

assessment, were also referred to a non-specialist service. This is concerning since often general adult

mental health services are not equipped to assess and treat patients with eating disorders.

Recommendations

)

2)

GPs should be well-informed of the early symptoms of eating disorders so that they are able to
refer without delay. Increased eating disorder training at all medical schools is needed, with
appropriate examination, to ensure that medical professionals are equipped to identify eating
disorders as quickly as possible. It is vital that all medical professionals understand that eating

disorders can affect all sectors of society, and are equipped to identify the early signs in all cases.

The Scottish Government and Scottish Health Boards must extend their focus on early intervention
to include the earlier stages of the illness, ensuring attention and resources are applied to
reducing the delay between onset of an eating disorder and the individual seeking help. We
recommend introducing measures to increase awareness of the early signs and symptoms of
eating disorders, and supporting initiatives that support and encourage individuals to seek
professional help as soon as they suspect they have an eating disorder. These measures must
sufficiently target all demographics to ensure everyone gets the help they need.



4)

5)

An access and waiting time standard for both children and young people and adults, with
appropriate funding, should be introduced as soon as possible, consistent with existing waiting
times targets in England (for children and young people), so that all individuals presenting with an
eating disorder for the first time receive treatment within four weeks, and urgent cases receive

treatment within one week.

Beat is calling on the Scottish Government to increase the provision of specialist community
eating disorder services, to ensure that sufferers are able to access the most appropriate
treatment at the earliest opportunity. It is important for sufferers to be able to access the
appropriate treatment as close to home as possible, and therefore Beat recommends that new

services are commissioned to cover areas where currently no services exist.

All patients should receive written information about their assessment and care plan, and be

directed to other available sources of support.
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