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PEACE PATHWAY

Research indicates that autistic individuals are at increased risk of eating disorders (Bentz et al., 2017; Westwood
et al., 2017b; Vagni et al., 2016; Westwood et al. 2018). For some young people, autism may have not been
recognised before they access eating disorder services. Therefore, it is important that teams are actively curious
about possible autism and have guidance to support them in talking with young people and families about autism.

This leaflet brings together guidance and information about approaching autism with young people and families,
which can be used alongside clinical judgement and MDT thinking.

PEACE GUIDANCE

We know from other clinicians that it can feel challenging to raise the possibility of autism in a clinical setting with
families. Here is an example of some of the things you can think about when introducing autism to families:

“Recent research has shown that there is a high overlap in between experiences of eating difficulties and autism. We
understand that around 20-35% of people with eating difficulties are suspected to be, or are, autistic. The overlap
can be to do with sensory differences, social experiences and demands, different ways of learning, and needs not
being recognised.

After listening carefully to you today and looking at your questionnaires, some of the experiences you and your
parent/carers shared remind me of this overlap.... such as when you X,Y,Z. | can see that these things were
happening before the eating disorder became a difficulty.

At this stage, | think it would be useful to us to explore these experiences in more detail by.... (completing more
questionnaire / exploring development around these experiences). This will help us understand more about you, and
whether these experiences are linked to the eating difficulties or perhaps autism. By learning more about you, it will
help us think about how we might adjust your care and treatment to suit you best. Also, it will help you consider
whether it would be useful to refer you to our Autism Assessment Team, who can do a full assessment”.

Remember this is just an example, and it is important to tailor your approach to each individual family.

FEEDBACK FROM PARENTS:

Parents and carers of autistic young people affected by eating disorders shared their ideas about how autism
could be introduced:

e Autism is so individualised which is really important to be emphasised. It is helpful to deliver it as: ‘| have got
to know your young person and | can see that they have XYZ strengths, but it is also evident that there are
also challenges. It might be part of the eating disorder, but we also see that autism might also present in this
way’. Then provide further information about autism and then explore it again. Remember that your
approach will need to be individualised.

e ‘Have you considered autism’ is unhelpful- don’t raise it as a question. Parent may not think this and wonder
why we’re asking if we are the ones that brought it up.

e Give reasons that you suspect autism based on individualised information (AQ-10, developmental history).

e Ask how they want to receive information (online or on paper).

e |f parents suggest it, listen to them. Even if their young person is unwell with an eating disorder and there are
overlapping traits, it is always worth exploring.

e Consider that low weight could be exacerbating traits that were already there.

o Make sure that information is provided about support for parents (around ASC, financial information, carers
support, leave from work etc).
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FEEDBACK FROM YOUNG PEOPLE:

Autistic young people with a history of eating disorders also shared their views:

Many young people reflected on the value of a clinician speaking to them first about the possibility of autism, so
they have time to process the information and are not impacted by the initial reactions of other people. Many of
these young people were over the age of 18 years. The age and the circumstances of young people are important
considerations when introducing autism to young people and their parents/carers.

e Itis helpful to ask the young person what they already know about autism.

e Be curious with the young person how they would like to speak to their parents about autism.

e Give the young person as much time as they need to process how they feel and develop their understanding
of autism.

THE NATIONAL INSTITUTE FOR HEALTH AND CARE
EXCELLENCE PROVIDES GUIDANCE ABOUT BEST PRACTICE.

They recommend that clinicians:

e Sensitively discuss developmental or behavioural
differences with parents or carers, and the young
person themselves if appropriate.

e Be aware that if parents or carers or the child or young
person themselves have not suspected a developmental
condition, raising the possibility may cause distress. It
may take time for them to come to terms with the
concern or they may not share the concern.

e Take time to listen to parents or carers and, if
appropriate, the child or young person, to discuss
concerns and agree any actions to follow including
referral.

IT MAY BE HELPFUL TO FAMILIARISE YOURSELVES WITH THE FOLLOWING RESOURCES:

e The National Autistic Society webpage: What is autism
e Avideo by the National Autistic Society: Amazing Things Happen - by Alexander Amelines - YouTube
e The National Autistic Society webpage on autism in women and girls: Autistic women and girls (autism.org.uk)
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https://www.autism.org.uk/advice-and-guidance/what-is-autism
https://www.youtube.com/watch?v=RbwRrVw-CRo&t=2s
https://autism.org.uk/advice-and-guidance/what-is-autism/autistic-women-and-girls

