
 

 
“As a cancer patient, some hospital staff were dismissive about how individual pain perception can be. I was told off for 

‘having a ridiculously low pain threshold’. It felt very judgemental and humiliating at a time when my defences were low.” 1 

 

 

 

▪ Autistic people face substantial health inequalities, are more likely to have poorer general health than non-autistic 
people2 and are at increased risk of virtually every cause of death that has so far been studied.3,4 

 
▪ Autistic people are less likely to be satisfied with the healthcare they receive, and to understand and be understood by 

health professionals.6,7,8,9 Differences in experience, expression and interpretation can mean that issues like pain are 
dismissed.1,6,7,10,11,12,13 International evidence suggests that autistic people are more likely to end up in hospital care or 
using emergency services.14,15,16 

 
▪ All healthcare services should be accessible. Autistic people’s health is not the preserve of specialist units. Autistic people 

are more likely to develop various health conditions including cardiovascular problems, gastro-intestinal disorders and 
strokes,17 and are therefore likely to need support from a wide range of healthcare services at some point in their 
lives.14,15,16 

 
▪ Adjustments should be tailored to each person. No single set of adjustments works for all autistic people. Autistic people’s 

communication and sensory needs vary greatly, requiring very different adaptations.16,18,19 For planned appointments, 
services should try to identify a person’s needs before the visit; various tools for communicating these needs are already 
being researched and developed.19,20 If prior identification of adjustments isn’t possible, services should try to be flexible.12 
Some basic steps like allowing double appointments, giving people extra time to process questions, providing clear 
explanations and avoiding metaphorical language can help.11,12,21 

 
▪ Where possible, services should provide information in advance about what will happen during or before a medical 

appointment. Uncertainty is a known cause for anxiety amongst autistic people and can exacerbate sensory difficulties.22,23 
Providing information and pictures in advance can help autistic people prepare themselves for challenging physical 
environments and social interactions.11,12 It can also help autistic people and NHS staff to identify potential adjustments. 

 
▪ There should be more than one way to access NHS services. Giving patients a choice about how they make an 

appointment (e.g. online instead of over the phone) and when that appointment could be (e.g. at a quieter time of day or 
during a specific time in a routine) enables them to pick options that work for them.7,11 
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Autistica is the UK’s autism research charity. This briefing summarises the most important scientific findings about reasonable 

adjustments for autistic people seeking healthcare. It was developed in collaboration with leading researchers and autistic 

people with lived experience of the topic to provide insight into the latest evidence. 

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

research funders to act on this information. There has been much discussion on the need to make reasonable adjustments to 

support autistic people to access high quality care; services must now be supported to act on this effectively. 

 

 

 

What we know 

“I want to be able to tell you but you will not let me write and I do not have the verbal 

words I need.” 1 

 

“The amount of appointments wasted because by the time I have navigated getting there, dealt with 

the sensory challenges, repeated my history, I am in meltdown, unable to communicate my needs.”  

 

www.autistica.org.uk/AutismStrategy 



 

 

 
 

Although there is growing appreciation of the need to make adjustments for autistic people, it is too often assumed that the 
same adjustments will help the entire autistic population. In reality, autistic people have varied and sometimes conflicting 
needs. Science can help services to adapt to the diversity of autistic people’s needs and provide more tailored, individualised 
support. Research specifically needs to address: 

▪ What does an autism-friendly health service look like, considering the varying needs of different autistic people?24,25 
 

▪ Are existing measures of pain and function valid in autistic people?24,25 
 
▪ What strategies for self-advocacy and self-management of healthcare are effective in helping groups of autistic people 

stay well and access services when they need them?24,25 
 

▪ Does a UK-adapted version of the AASPIRE Healthcare Toolkit improve the health and wellbeing of autistic adults?18,19,24,25 
How effective are other existing initiatives for communicating needs to health professionals, such as hospital passports?26 

 

▪ What is the impact of implementing adjustments for autistic people on the clinical outcomes (e.g. missed appointments, 
late presentation, emergency admission, misdiagnosis) and cost-effectiveness of healthcare services? 

 

▪ How do gender identity, sexual orientation, race, class, trauma, or other social factors affect the provision of healthcare 
services for individual autistic people? 

 

 

 

 

“I have a very bad chest but I struggle to explain so they dismiss it.” 1 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

▪ The current Autism Strategy, Think Autism,27 highlights the need for services to make reasonable adjustments as a “priority 

challenge for action”.28 

 The next Autism Strategy29 should focus on ensuring that public services are able to identify an autistic person’s 

individual needs and tailor adjustments appropriately.1,12  

 
▪ Health professionals cannot identify autistic people and the adjustments they need from sight. Few adjustments can be 

made universally; instead, we need to ensure health professionals have appropriate access to information about people’s 

needs. 95% of autistic respondents to the Westminster Commission on Autism said they wanted health professionals to 

have a note on their screen to tell them their patient is autistic.6 

 The NHS Long Term Plan commits to rolling out “reasonable adjustment flags” for autistic people by 2023/24.30,31 NHS 

England, NHS Digital and NHSX should ensure digital initiatives provide health professionals with the targeted, timely  

and appropriate information they need to make adjustments for autistic people. 

 
▪ The Long Term Plan also commits to offering all patients the option of digital GP appointments.31 Further choice around 

how to reach healthcare services, such as alternative ways of booking appointments and double-time appointment slots, 

could make it easier for many autistic people to access the care they need. 

 The NHS should consider implementing additional options for booking appointments across its services. 

 
▪ GPs and other healthcare professionals often lack confidence in their understanding of autistic people’s needs,8,9 and 

autistic people often have to explain their own needs to professionals repeatedly.1 Currently there are no dedicated 

specialisms to encourage and nurture expertise in autistic people’s health across the NHS. 

 The Royal Colleges and Health Education England should recognise the expertise of health professionals who develop 

specialist knowledge of neurodivergent people’s health, for example by creating a GP with Extended Role (GPwER) 

accreditation and a corresponding specialist nurse role. 

 

What we should do now 

What we need to find out 

▪ Autistica and the Alan Turing Institute are working in partnership to create a citizen science initiative exploring how autistic 

people navigate environments, such as healthcare services, which they may find difficult.32 

 Primary Care Networks, Sustainability and Transformation Partnerships and Integrated Care Systems can help the 

project develop by providing funding and inviting local autistic people to take part. When data becomes available, PCNs, 

STPs and ICSs can apply to ask their own research questions and gain insight into improving accessibility for autistic 

people in their area. 

 



 
1 Autistica (Unpublished). What would a more inclusive and supportive society look like? Online consultation of autistic people and supporters, conducted in October 2018. 

2 Rydzewska, E, et al. (2019) General health of adults with autism spectrum disorders – A whole country population cross-sectional study. Research in Autism Spectrum Disorders 60, 59-66. 
<sciencedirect.com/science/article/pii/S1750946719300133> 
3 Hirvikoski T, et al. (2016). Premature mortality in autism spectrum disorder. The British Journal of Psychiatry, 207(5), 232-8. <ncbi.nlm.nih.gov/pubmed/26541693> 
4 Autistica (2016). Personal tragedies, public crisis: The urgent need for a national response to early death in Autism. <autistica.org.uk/downloads/files/Personal-tragedies-public-crisis-ONLINE.pdf> 
5 Nicolaidis C, et al. (2012) Comparison of Healthcare Experiences in Autistic and Non-Autistic Adults: A Cross-Sectional Online Survey Facilitated by an Academic-Community Partnership. J Gen Intern 
Med 28(6), 761-769. <ncbi.nlm.nih.gov/pmc/articles/PMC3663938/> 

6 Westminster Commission on Autism (2016). A Spectrum of Obstacles: An inquiry into access to healthcare for autistic people. < httbit.ly/29dsAeE> 

7 Hallett S & Crompton C (2018) Too complicated to treat? Autistic people seeking mental health support in Scotland. Autistic Mutual Aid Society Edinburgh. <bit.ly/2sUp9RG> 

8 Morris R, et al. (2019) Healthcare Providers’ Experiences with Autism: A Scoping Review. J Autism Dev Disord, 1-15. <link.springer.com/article/10.1007%2Fs10803-019-03912-6> 

9 Unigwe S, et al. (2017) GPs’ confidence in caring for their patients on the autism spectrum: an online self-report study. J Gen Pract 67(659), e445-e452. <bjgp.org/content/67/659/e445> 

10 Happé F (1995) Understanding Minds and Metaphors: Insights from the Study of Figurative Language in Autism. Metaphor and Symbolic Activity 10(4), 275-295. 
<tandfonline.com/doi/abs/10.1207/s15327868ms1004_3> 

11 Raymaker D, et al. (2017) Barriers to healthcare: Instrument development and comparison between autistic adults and adults with and without other disabilities. Autism 21(8), 972-984. 
<ncbi.nlm.nih.gov/pmc/articles/PMC5362353/> 

12 Nicolaidis C, et al. (2015) “Respect the way I need to communicate with you”: Healthcare experiences of adults on the autism spectrum. Autism 19(7), 824-831. 
<ncbi.nlm.nih.gov/pmc/articles/PMC4841263/> 

13 Tint A & Weiss J (2018) A qualitative study of the service experiences of women with autism spectrum disorder. Autism 22(8), 928-937. <ncbi.nlm.nih.gov/pubmed/28914071> 

Zerbo O, et al. (2018) Healthcare Service Utilization and Cost Among Adults with Autism Spectrum Disorders in a U.S. Integrated Healthcare System. Autism in Adulthood. <doi.org/10.1089/aut.2018.0004> 

15 Vohra R, et al. (2016) Emergency Department Use Among Adults with Autism Spectrum Disorders (ASD). Journal of Autism and Developmental Disorders 46(4), 1441-1454. 
<ncbi.nlm.nih.gov/pmc/articles/PMC4845033/> 
16 Hand B, et al. (2018) Ambulatory Care Sensitive Admissions in Individuals With Autism Spectrum Disorder, Intellectual Disability, and Population Controls. Autism Research. 
<onlinelibrary.wiley.com/doi/abs/10.1002/aur.2050> 
17  Croen L. et al. (2015) The health status of adults on the autism spectrum. Autism 19(7), 814-123. <ncbi.nlm.nih.gov/pubmed/25911091> 
18 Crane L, et al. (2009) Sensory processing in adults with autism spectrum disorders. Autism 13(3), 215-228. <ncbi.nlm.nih.gov/pubmed/19369385> 
19 Academic Autistic Spectrum Partnership in Research and Education: AASPIRE Healthcare Toolkit. <autismandhealth.org> 
20 Nicolaidis C, et al. (2016) The Development and Evaluation of an Online Healthcare Toolkit for Autistic Adults and their Primary Care Providers. J Gen Intern Med 31(1), 1180-1189. 
<ncbi.nlm.nih.gov/pmc/articles/PMC5023610/> 
21 Royal College of General Practitioners: Autistic Spectrum Disorders Toolkit. <rcgp.org.uk/clinical-and-research/resources/toolkits/asd-toolkit.aspx> 
22 Rodgers J, et al. (2017) Towards a Treatment for Intolerance of Uncertainty in Young People with Autism Spectrum Disorder: Development of the Coping with Uncertainty in Everyday Situations (CUES) 
Programme. J Autism Dev Disord 47(12), 3959-3966. <ncbi.nlm.nih.gov/pmc/articles/PMC5676830/> 
23 South M & Rodgers J (2017). Sensory, Emotional and Cognitive Contributions to Anxiety in Autism Spectrum Disorders. Frontiers in Human Neuroscience 11, 20. 
<ncbi.nlm.nih.gov/pmc/articles/PMC5258728/> 
24 Autistica (2017). Global Summit on Autism throughout the Lifespan: Physical Health & Wellbeing. <autistica.org.uk/downloads/files/Ageing-Summit-Report.pdf> 
25 Warner G, et al. (2018) Workshop Report: Establishing Priority Research Areas to Improve the Physical Health and Well-Being of Autistic Adults and Older People. Autism in Adulthood 1(1). 
<liebertpub.com/doi/10.1089/aut.2018.0003> 
26 National Autistic Society (2017). My hospital passport. <autism.org.uk/about/health/hospital-passport.aspx> 
27 DHSC (2015). 'Think Autism': an update to the government adult autism strategy. <bit.ly/1eef55P> 
28 DHSC (2015). Think autism: updating the 2010 adult autism strategy. <bit.ly/2O2YUCc>      
29 Hansard (2019). Minister of State for Care, responding to Health and Social Care Oral Questions on 15 th Jan 2019. <bit.ly/2RPpoLZ> 
30 NHS England, Reasonable Adjustments.<england.nhs.uk/learning-disabilities/improving-health/reasonable-adjustments/> 
31 NHS (2019). The NHS Long Term Plan. <longtermplan.nhs.uk/wp-content/uploads/2019/01/nhs-long-term-plan.pdf> 
32 Autistica (2019) Our research: Creating better environments. <autistica.org.uk/our-research/research-projects/creating-better-environments> 
 

https://www.sciencedirect.com/science/article/pii/S1750946719300133
https://www.sciencedirect.com/science/article/pii/S1750946719300133
https://www.ncbi.nlm.nih.gov/pubmed/26541693
https://www.ncbi.nlm.nih.gov/pubmed/26541693
http://www.autistica.org.uk/downloads/files/Personal-tragedies-public-crisis-ONLINE.pdf
http://www.autistica.org.uk/downloads/files/Personal-tragedies-public-crisis-ONLINE.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3663938/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3663938/
https://bit.ly/29dsAeE
https://bit.ly/29dsAeE
https://bit.ly/2sUp9RG
https://bit.ly/2sUp9RG
https://link.springer.com/article/10.1007%2Fs10803-019-03912-6
https://link.springer.com/article/10.1007%2Fs10803-019-03912-6
https://bjgp.org/content/67/659/e445
https://bjgp.org/content/67/659/e445
https://www.tandfonline.com/doi/abs/10.1207/s15327868ms1004_3
https://www.tandfonline.com/doi/abs/10.1207/s15327868ms1004_3
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5362353/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5362353/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4841263/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4841263/
https://www.ncbi.nlm.nih.gov/pubmed/28914071
https://www.ncbi.nlm.nih.gov/pubmed/28914071
https://doi.org/10.1089/aut.2018.0004
https://doi.org/10.1089/aut.2018.0004
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4845033/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4845033/
https://onlinelibrary.wiley.com/doi/abs/10.1002/aur.2050
https://onlinelibrary.wiley.com/doi/abs/10.1002/aur.2050
https://www.ncbi.nlm.nih.gov/pubmed/25911091
https://www.ncbi.nlm.nih.gov/pubmed/25911091
https://www.ncbi.nlm.nih.gov/pubmed/19369385
https://www.ncbi.nlm.nih.gov/pubmed/19369385
https://autismandhealth.org/
https://autismandhealth.org/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5023610/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5023610/
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/asd-toolkit.aspx
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/asd-toolkit.aspx
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5676830/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5676830/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5258728/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5258728/
https://www.autistica.org.uk/downloads/files/Ageing-Summit-Report.pdf
https://www.autistica.org.uk/downloads/files/Ageing-Summit-Report.pdf
https://www.liebertpub.com/doi/10.1089/aut.2018.0003
https://www.liebertpub.com/doi/10.1089/aut.2018.0003
https://www.autism.org.uk/about/health/hospital-passport.aspx
https://www.autism.org.uk/about/health/hospital-passport.aspx
https://bit.ly/1eef55P
https://bit.ly/1eef55P
https://bit.ly/2O2YUCc
https://bit.ly/2O2YUCc
http://bit.ly/2RPpoLZ
http://bit.ly/2RPpoLZ
https://www.england.nhs.uk/learning-disabilities/improving-health/reasonable-adjustments/
https://www.england.nhs.uk/learning-disabilities/improving-health/reasonable-adjustments/
https://www.longtermplan.nhs.uk/wp-content/uploads/2019/01/nhs-long-term-plan.pdf
https://www.longtermplan.nhs.uk/wp-content/uploads/2019/01/nhs-long-term-plan.pdf
https://www.autistica.org.uk/our-research/research-projects/creating-better-environments
https://www.autistica.org.uk/our-research/research-projects/creating-better-environments

