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Autistica is the UK’s autism research charity. This briefing summarises the most important scientific findings about eating 

disorders in the autistic community. It was developed in collaboration with leading researchers and autistic people with 

experience of eating problems as an insight into the latest evidence. 

 

We strongly urge the Department of Health and Social Care, NHS policy-makers, NICE, commissioners, services and public 

research funders to act on this information. The evidence about eating disorders in the autistic community has moved on; 

services and policies aimed to tackle them must now do so as well. 

“I’m just so heavy with my peers and friends dying… I can think of 3 friends I suspect will die this year and that is just 

people I know. I know of others just allowed to exist at weights that absolutely will mean they die in 5-10 years and 

this is just accepted because they have ASD” 

 

 

 

▪ Approximately 1 in 5 women with anorexia in eating disorder services are autistic.2,3,4 
 

▪ Anorexia has the highest mortality rate of any mental illness. Other eating disorders also significantly increase people’s 
risk of dying early.5 
 

▪ Autistic people with anorexia face worse outcomes than their non-autistic peers, with reduced levels of recovery and 
more persistent difficulties with their wider mental health, social skills and employment.6,7,8 
 

▪ Anorexia assessments and treatments will need to be significantly adapted for some autistic patients. Factors typically 
associated with anorexia, like the thin ideal or fat-phobia, may be less common or significant for autistic people who 
develop eating disorders, according to preliminary evidence and accounts from lived experience.9,10,11,12 

 

 

Research is beginning to explore how anorexia and other eating disorders can differ for autistic people.13,14,15 It is important 
for autistic and non-autistic people that more studies identify whether participants are autistic, so they don’t make misleading 
conclusions about the effectiveness of eating disorder treatments for everyone. However, to make lasting improvements to 
care, we need to understand more about: 

▪ How common other eating disorders like bulimia,16 binge eating and Avoidant/Restrictive Food Intake Disorder (ARFID)17 
are amongst autistic people? At present, much of what we know about autism and eating disorders focuses on anorexia.  
 

▪ What early signs could indicate risk of eating disorders in autistic people, especially young people?  
 

▪ How should eating disorder assessments be adapted for autistic people to identify what is causing or exacerbating their 
difficulty eating?10 
 

▪ What adaptations would make eating disorder treatments more effective amongst autistic people and whether new 
interventions would be effective?11 
 

▪ How can inpatient eating disorder services be made more appropriate and supportive for autistic people? 

 

 

 

“I almost died from anorexia at university. Had I been diagnosed with ASD prior to/during 

anorexia I would have recovered more quickly.  The support I received did not help me at all.”1 

What we know 

What we need to find out “There appears to be no service to address my son’s serious binge eating and no one 

with an understanding of the low mood, sensory and reward issues surrounding it.”1 

“Staff in eating disorder units don't have enough understanding of autism or sensory issues it can cause. 

They seemed constantly frustrated with me. I felt like a nuisance.”1 

 

www.autistica.org.uk/AutismStrategy 
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▪ We know a lot more about eating disorders and autism now than we did when the Autism Act (2009)18 or Think Autism 

Strategy (2014)19 were published. The Government recently made reducing early death the primary aim of the Autism 

Strategy,20,21 and have now launched a review of the Strategy for the future.22  

 The Department of Health and Social Care should ensure that tackling eating disorders become a “priority challenge for 

action”,23 as part of a wider theme on reducing morbidity and early death.  

 

▪ A significant number of the people health professionals in eating disorder services will see are autistic. Despite this, the 

current NICE guidelines on eating disorders do not reference autism or prepare clinicians for any of the adaptations that 

may be required when assessing and treating autistic patients.24 

 NICE should prioritise a review of NG69 to ensure it reflects the latest evidence on autism and eating disorders.25 

▪ The NHS Long Term Plan highlights that “‘research-active’ hospitals have lower mortality rates” and prioritises action to 

reduce preventable deaths amongst autistic people.26 Disturbingly few clinical innovations for autistic people have been 

tested in NHS eating disorder services, even though they represent one of the groups at highest risks of dying early. 

 NHS England and the National Institute for Health Research should support all eating disorder services to become 

actively involved in clinical research to improve outcomes for autistic and non-autistic people. Research funders should 

prioritise further research into eating disorders in autism, informed by the priorities and input of autistic people and 

their supporters. 

 
▪ Eating disorder services are a setting where undiagnosed autistic people, particularly women and girls, can often present 

in crisis for the first time. Identifying whether patients have autistic traits could help services build a more holistic picture 

of those people’s needs;10 especially for those who repeatedly present to services or whose eating disorders appear to be 

severe and enduring (SEED). 

 NHS England should consider auditing all identified autistic people with eating disorders in inpatient settings to establish 

whether there were missed opportunities to intervene earlier, had autism been considered. 

 
▪ The Long Term Plan committed to developing and testing support packages for children diagnosed with 

neurodevelopmental conditions.26 Families of autistic people should be supported with new, evidence-based information 

on eating disorders and autism. 

 NHS England, research funders and charities should work together to ensure support packages include evidence-based 

advice on preventing and managing eating difficulties across the lifespan, including at points of transition.  

 

What we should do now 
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