
Queensland Primary Industries and Fisheries

For more information autismcrc.com.au
@autismcrc

How is the quality of life and well-being of autistic people measured? 
Kate Simpson 1,2, Jessica Paynter2,3, Marleen Westerveld2,4, Larah van der Meer5, Lee Patrick5, Gabrielle Hogg6, Helen Heussler7, Melanie Heyworth8, Alison Gable9, Hem Sid 
Chandran6, Raechel Bowen10, Dawn Adams 1,2

1 Autism Centre of Excellence, Griffith University, 2 Griffith Institute of Educational Research, Griffith University, 3 School of Applied Psychology, Griffith University, 4School of Health Sciences and Social 
Work, Griffith University, 5Autism New Zealand, New Zealand, 6 Independent Research (Autistic Expert), 7 Children’s Health Queensland, 8Reframing Autism, 9The Sycamore School, 10Giant Steps, 
Community

Kate Simpson |   Phone: +61 (0) 7 3382 1513|   Email: k.simspon@griffith.edu.au

Project aim
To review the research literature on 
quality of life and/or well-being of autistic 
people to identify:
- What methods are used?
- Who is reporting?
- Who is being described?

Community involvement 
This project was co-produced with autistic and non-
autistic researchers, autistic experts, and an 
advisory group. 

Systematic review protocol 
Registered with PROSPERO 2022 
CRD42022385357 

Method

120 different measures (e.g., surveys, 
questionnaires) 

• only 4 measures specific to autism

Accommodations identified in 17% of 
these studies 

•  e.g., support person, additional 
examples, verbal or visual prompts, 
easy read format

256 articles were included

Research design
Quantitative
82.8%

Mixed
5.5%

Qualitative
11.7%

Autistic people are 
reported to have poorer 
quality of life and well-
being than their non-

autistic peers.

• Semi-structured interviews, focus 
groups, photo-elicitation, open-ended 
questions. 

Accommodations identified in 52% of 
studies 

• e.g., accessible venue, visual 
prompts including pictures, photos, 
drawings, and artifacts, and optional 
modes of responding

Reported by (% studies)

Reporting on 51,576 autistic people  

Community involvement 
Only 10% of studies provided evidence of autistic input 
informing the research 
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• 83.2% reported gender data

• 72.7% reported binary data only

•  Males to females 2.2:1

Scan the QR code to get a free 
copy of the published article. 

. 

Conclusion
Future research needs to:
• use measurement scales that reflect the 

values of autistic people 
• use co-design methods with autistic 

people to enhance their participation
• report participant details to identify impact 

of co-occurring conditions on quality of life 
and well-being.  
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