Early intervention
on eating disorders.
The crucial role of GPs.
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Summary

Eating disorders are serious mental illnesses that can have devastating
long-term consequences and may even be fatal if not treated early. We
estimate that at least 725,000 people in the UK of all ages, genders and
backgrounds have an eating disorder, but due to misconceptions and lack
of recognition among sufferers and those around them, the real number
may be higher.

Early intervention is key for someone with an eating disorder if they are to
have the greatest chance of recovery. But sufferers face barriers to early
intervention, among them a lack of public awareness about early signs and
symptoms, misconceptions among GPs, and limited funding for treatment.
All these obstacles need to be addressed. This briefing focuses on the critical
role of GPs.

Many GPs are not equipped to help sufferers of eating disorders into
treatment. Without more training on eating disorders, many are not able to
recognise these serious illnesses. From our survey of almost 1700 people with
experience of eating disorders, either their own or that of someone they
knowy, it's clear that getting help from a GP is a lottery for sufferers. When we
asked respondents to our survey to focus on the first time they sought help
from a GP about their eating disorder they told us:

* Only 34% of respondents believed their GP knew how to help them with
their eating disorder.

e 3 out of 10 sufferers did not get a referral to a mental health service from
their GP, despite guidance from NICE and NHS England that stresses the
importance of immediate referral.

e While half of respondents rated the quality of care received from their GP as
very good or good, half said it was poor or very poor.

Beat is focused on early intervention to ensure those that need help
receive it as soon as possible.

1.

We're running a public awareness campaign and running awareness
training in schools and workplaces to help everyone recognise the early
signs of eating disorders and encourage those that need help to seek it
early.

. We're providing guidance and support through our national helpline and

have produced new information guides so that sufferers are equipped for
a successful appointment.

. Creating new GP information guides to equip GPs to recognise the signs

and symptoms of eating disorders and refer without delay.

But we can’t do it alone.

Beat is calling for the following:

1.

Increased eating disorder training for medical students specialising in
general practice, so that all GPs are equipped to support eating
disorder sufferers.

. Sufficient eating disorder training at all medical schools, with

appropriate examination.

. Increased funding for eating disorder services to ensure everyone receives

the treatment they need without delay.




About eating disorders — what's the problem?

We don’t know the scale of the problem. \We estimate at least 725,000 people in the UK suffer from an eating
disorder but we do not know how many people haven’t come forward or recognised their illness.
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Why? What causes them?

Eating disorders are complex and there is no one single cause. We're still learning more but their development is likely a combination of
genetic, biological, psychological, social and environmental factors.
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Eating disorders are not about food. Instead, eating disorder behaviours are a way of coping or feeling in control.

Why are we worried?
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Delaying treatment damages recovery

Recovery is possible; the sooner someone gets the treatment they need the more likely they are to make a full recovery.
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Why is early intervention so important?

The evidence is clear: treating people with eating disorders as quickly as
possible gives them the best chance of a rapid, full, and sustained recovery.
Recommended therapies are more effective at an early stage of an eating
disorder’s development, and individuals can better engage with treatment.
But there are barriers to early treatment, and as it stands, we are letting
people with eating disorders down.

What are the obstacles to early intervention
for people with eating disorders?

Eating disorders are rarely talked about, widely misunderstood, and
surrounded by stereotypes about who can be affected. People with eating
disorders themselves might not realise or struggle to admit that they're ill.
Those best positioned to spot early warning signs, such as family members,
friends, and teachers, often don’t have the knowledge to recognise eating
disorders — an important first step towards helping sufferers. It's vital that
there is increased public awareness to encourage people to seek help, and
we're doing everything we can to support this.

If GPs refer a patient, the healthcare system in many cases does not have the
capacity to provide appropriate treatment. Lack of funding means that often
people with eating disorders face long waiting lists, or must travel long
distances, sometimes having to go hundreds of miles away from family and
friends to get the treatment they need. This must improve and will be a
priority for Beat going forward.

But good quality treatment isn’t enough if individuals aren’t being referred
early enough. Unfortunately, many GPs haven’t had the training necessary to
be able to recognise an eating disorder, especially in the absence of any
physical signs. As a result, sufferers are often turned away when they
desperately need help, with their GP deciding to “wait and see” what
happens rather than referring the person to a specialist for assessment, in
contrast to medical guidance’.

As it stands, getting help from GPs is a lottery.

GPs are the first port of call for most patients. With their traditional role as
the gatekeeper for specialist services, the part they play in identifying eating
disorders is incredibly important.

To better understand the kinds of experiences that people with eating
disorders have when seeking help from their GPs, we surveyed nearly 1700
people who have had personal experience of an eating disorder and/or cared
for someone who has. 772 had had an eating disorder, 648 had both
experienced an eating disorder and were also a family member/friend of a
sufferer, while the remaining 273 were either a family member or a friend of
the eating disorder sufferer. We invited responses from everyone, including
those who have had positive, negative, or mixed experiences with their GPs.

The findings of the survey reveal that getting help from a GP for an eating
disorder in the UK is a lottery. There are clearly some GPs that are well
equipped and able to support people with eating disorders, but there are
many who are not.




Eating disorder sufferers

Of the 1700 people who responded, 1420 had had an eating disorder
themselves.

When asked about their first visit to a GP about their eating disorder, only 42%
of these respondents felt their GP understood eating disorders, with only 34%
believing that their GP knew how to help them with their eating disorder.

Of those respondents who have had an eating disorder themselves, 29% did
not get a referral to a mental health service from the first GP they
sought help from, despite guidance from NHS England2 and NICE that they
should be referred as soon as symptoms emerge. This is fundamentally
important to their recovery, and it is concerning that such a significant
proportion of GPs are not taking this step.

We asked respondents to describe their experience with the first GP they
sought help from using a set of statements:

‘ They need to pick up on and recognise early signs. If a young
person says they are having issues they should listen. If I'd been
taken seriously then | could have avoided becoming seriously ill

during my GCSE year. ,,
Survey participant

I |

‘l think that my GP understood/
understands eating disorders’

B Agree
B Disagree

‘I think my GP knew/knows how to
help me with my eating disorder"

B Agree
[l Disagree

'My GP has emphasised the importance
of getting help and treatment as soon
as possible’

B Agree
[l Disagree




How would you rate the quality of care you have received from
your GP?
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Very good

. . Only 1 in 5 were provided with information
about eating disorders by this GP, as the

. I‘I .‘. NICE guideline recommends.

. After seeking help from a GP for the first
A time about their eating disorder, almost

. 1in 6 (189) of these participants
M decided to see a different GP.

It's so important that GPs show understanding, knowledge and ‘
insight, as it is very hard for someone with an eating disorder to

even ask for help. They will run away and be deterred from seeking
help if they are not treated well to start with. ,,

Vicki, 29, Kent

Of those who have received care from more than
one GP since the onset of their eating disorder,
69% said that the quality of care they
received had varied significantly.

6

I was given a second chance when | saw a different GP. | do think
that all GPs should be trained in how to handle an appointment
where someone opens up about an eating disorder because they
really don't know what they could do to a person if they

simply dismiss them. ”
Survey participant




Carers

Of the 1700 people who responded, 921 people were a family member or
friend of someone who had suffered with an eating disorder and told us

about the experiences of their relative or friend. 487 agreed that the first GP their relative/friend sought
()

In approximately 1 in 4 cases, the person they were supporting did not help from understood eating disorders.

receive a referral to treatment from the first GP they sought help from.

The responses of these carers reinforce the sufferers’ report of the wide
variation in GPs’ knowledge of eating disorders.

50% rated the quality of care their relative or
% friend had received from the GP as 'good' or
'very good'.

‘I think this GP knew/knows how to
help them with their eating disorder’

B Agree
[l Disagree

QI

Of those who were related to or friends with
69(y someone who had sought help from more than

o one GP, 69% reported that the quality of care they
received had varied significantly between GPs.

&

‘ My daughter was sent away after the first appointment to come \ However, some highlighted positive care...
back in six months. She deteriorated. We returned after five
months and were then sent away for another month...On the third
appointment he realised how serious things had become and she
saw a specialist in two days. But what price the delay? ,’

Lorna, London S

_/\

‘ My daughter has not fully recovered but [if it wasn’t] for GP care
she might not be alive at all. The care shown by our GPs to the
whole family has been exemplary. ,,

Survey participant




Why the focus on GPs?

If someone is concerned about themselves or someone they know, the GP is
often the first place they turn. When someone seeks help for an eating disorder,
this is an important opportunity for both the patient and the health system.
Unfortunately, the chance to get the patient into vital early treatment is often
squandered, with the GP deciding to “wait and see” if the problem goes away.

This is despite NHS England’s 2015 Access and Waiting times standards for
children and young people with an eating disorder, which include a new
requirement for GPs to “contact the eating disorder service...as soon as an
eating disorder is first identified.” Indeed the draft 2017 NICE guideline3 on
eating disorders contains a passage calling on GPs to refer without delay
when an eating disorder is suspected.

If they're to be able to do this, GPs need to know the early signs and
symptoms and be aware that certain consultation patterns could indicate that
the patient may be suffering from an eating disorder4: 5. In fact, people with
eating disorders often consult their GP frequently in the five years prior to
their eating disorder being identified, often about physical health problems
caused by the eating disorder. This is the best opportunity to help that

person in need.

Not only do GPs play an essential role in the identification and referral of
people with eating disorders, but a knowledgeable and compassionate GP
can make a big contribution to recovery for these patients by coordinating
their care and monitoring their physical health.

(44

Given an appropriate education, they [GPs]

can improve their detection and

management and in collaboration with
other health professionals, greatly improve

the service given to these patients®

Dr Alison James, a GP with
expertise in eating disorders
and over 20 years of experience

2




The need for more GP training

It is clear from our survey results that while many GPs are able to provide a
good level of care to eating disorder sufferers, others are ill-equipped to
identify and support those who need help. It is vital that training is increased
so that all GPs are able to support eating disorder sufferers.

A King's College Institute of Psychiatry, Psychology and Neuroscience study
found that many GPs felt dissatisfied with the care they were able to give to
patients with eating disorders?. The NHS constitution (for England)? states
that all NHS staff must “have the tools, training and support to deliver
compassionate care” and be provided with “access to appropriate education
and training for their jobs...”. Similar promises have been made about the
education and training of GPs by the Scottish Government?,

Welsh Assembly'® and Northern Ireland Executive!': 12,

B ———

A GP’s inexperience and lack of training in eating

‘ ‘ disorders can lead to a delay in diagnosis. , ,

2004 NICE guideline on eating disorders.

66

More training of health service staff is required,
particularly for those in general practice including GPs.
This would include training in the detection and the
features of eating disorders and an understanding of
how motivation and ambivalence can affect
engagement in treatment.

2004 NICE guideline , ’

on eating disorders.

Training is a necessity for early identification
and referral without delay.



What is Beat doing?

Through our focus on early intervention, we want to ensure people with
eating disorders experience care and understanding, and can quickly access
treatment that supports a rapid and sustained recovery.

We are:

e Creating new GP information guides to equip GPs to recognise the signs
and symptoms of eating disorders and refer without delay.

e Raising awareness among the wider public about eating disorders, with a
public campaign to enable people to recognise the signs and symptoms of
eating disorders early on.

e Empowering those suffering from eating disorders and their loved ones to
get support as quickly as possible, with new guidance for GP appointments
and information booklets for carers.

We are offering awareness training in schools and workplaces to help people
to recognise the early signs of eating disorders. We are ensuring our helpline
is available to everyone that needs it by opening 365 days a year, and
encouraging and supporting people to take the steps they need to access
early treatment.

But we can’t make early intervention a reality for eating disorder
sufferers alone.

What Beat is calling for

We recognise the challenges faced by sufferers when initiating conversations
about their eating disorders with professionals. Eating disorders are complex
mental illnesses, which emerge from social, psychological, and/or biological
factors. They cause a range of physical problems that can have severe
conseguences: anorexia has the highest mortality rate of all mental illnesses.
It takes enormous courage for sufferers to approach the GP about their
illness, and a delay in referral can cause huge and avoidable setbacks.

Our survey results make clear that many GPs are not aware of the signs and
symptoms of eating disorders, meaning that crucial factors are missed when a
patient first presents. Furthermore, the lack of awareness can lead to
dismissive behaviour towards the patient’s illness, treating it as not serious
enough, thus fuelling the eating disorder further.

Beat is calling for the following:

1. Increased eating disorder training for medical students specialising in
general practice, so that all GPs are equipped to support eating disorder
sufferers.

2. Sufficient eating disorder training at all medical schools, with appropriate
examination.

3. Increased funding for eating disorder services to ensure everyone receives
the treatment they need without delay.




About Beat

Beat is the UK's eating disorder charity. We seek an end to the pain and
suffering caused by eating disorders. Since our founding in 1989 as the
Eating Disorders Association, we have been a champion, guide and friend to
anyone affected by these serious mental ilinesses, giving sufferers and their
loved ones a place where they feel listened to, supported, and empowered.

A champion

Eating disorders are widely misunderstood and stigmatised illnesses, so we
work to change this at every level. We campaign for positive change for people
who are suffering so that they can get the help they need and deserve as
quickly as possible, because we know that the faster they get treatment, the
greater their chance of full recovery.

A guide

We translate the complex and technical into practical guidance for people
affected by eating disorders, both sufferers and their friends and families. We
offer awareness training in schools and workplaces, and a HelpFinder service
to help people find treatment in their area. We help healthcare professionals
to recognise the thoughts and feelings that cause these mental ilinesses,
rather than focusing on physical symptoms, so that they can provide the best
possible care for their patients.

A friend

Eating disorders can be deeply isolating for the people affected by them. Our
message boards, online support groups, and regional support services allow
people to talk to others with similar experiences, helping them to feel less
alone with their eating disorder. We run phone and email helplines 365 days
a year for anyone who needs us. Often when people get in touch it's the first
time they’ve voiced their concerns about themselves or a loved one.

To discuss this briefing or for more information about Beat’s work and
activities please contact Kat Pugh, Campaigns and Public Affairs
Manager. Email: k.pugh@b-eat.co.uk phone: 01603 753321.
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Help for adults
Helpline: 0808 801 0677 Email: help@b-eat.co.uk

Help for young people
Youthline: 0808 801 0711  Email: fyp@b-eat.co.uk

Online support
Visit www.b-eat.co.uk for information about eating disorders, message
boards and online support groups.

Use helpfinder.b-eat.co.uk to find services in your area.
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