UNIVERSITYW

This is a repository copy of Systematic review of tools to measure outcomes for young
children with autism spectrum disorder.

White Rose Research Online URL for this paper:
https://eprints.whiterose.ac.uk/88483/

Version: Published Version

Article:

McConachie, Helen, Parr, Jeremy R., Glod, Magdalena et al. (20 more authors) (2015)
Systematic review of tools to measure outcomes for young children with autism spectrum
disorder. Health Technology Asssessment. pp. 1-538. ISSN 2046-4924

https://doi.org/10.3310/htal19410

Reuse

Items deposited in White Rose Research Online are protected by copyright, with all rights reserved unless
indicated otherwise. They may be downloaded and/or printed for private study, or other acts as permitted by
national copyright laws. The publisher or other rights holders may allow further reproduction and re-use of
the full text version. This is indicated by the licence information on the White Rose Research Online record
for the item.

Takedown
If you consider content in White Rose Research Online to be in breach of UK law, please notify us by
emailing eprints@whiterose.ac.uk including the URL of the record and the reason for the withdrawal request.

\ White Rose -
university consortium eprinis@whiterose.ac.uk
/,:-‘ Uriversities of Leecs: Shetfiekd & York https://eprints.whiterose.ac.uk/




Systematic review of tools to measure
outcomes for young children with autism
spectrum disorder

Helen McConachie,' Jeremy R Parr,? Magdalena Glod,’
Jennifer Hanratty,3 Nuala Livingstone,3

Inalegwu P Oono,’ Shannon Robalino, Gillian Baird,*
Bryony Beresford,> Tony Charman,® Deborah Garland,’
Jonathan Green,® Paul Gringras,* Glenys Jones,?

James Law,! Ann S Le Couteur,! Geraldine Macdonald,?
Elaine M McColl,’ Christopher Morris,1°

Jacqueline Rodgers,? Emily Simonoff,®

Caroline B Terwee'! and Katrina Williams'2

TInstitute of Health and Society, Newcastle University, Newcastle upon Tyne, UK

2Institute of Neuroscience, Newcastle University, Newcastle upon Tyne, UK

3School of Sociology, Social Policy and Social Work, Queen’s University Belfast,
Belfast, Northern Ireland, UK

4Guy’s and St Thomas’ NHS Foundation Trust, London, UK

>Social Policy Research Unit, University of York, York, UK

6Institute of Psychiatry, Psychology & Neuroscience, King’s College London,
London, UK

’National Autistic Society North East Autism Resource Centre, Newcastle upon
Tyne, UK

8Institute of Brain, Behaviour and Mental Health, University of Manchester,
Manchester, UK

9School of Education, University of Birmingham, Birmingham, UK

10PenCRU, Child Health Group, University of Exeter Medical School,
University of Exeter, Exeter, UK

T"Department of Epidemiology and Biostatistics, VU University Medical Center,
Amsterdam, The Netherlands

2University of Melbourne, Royal Children’s Hospital and Murdoch Childrens
Research Institute, Melbourne, Australia

*Corresponding author
Declared competing interests of authors: Ann S Le Couteur is one of the authors of the Autism

Diagnostic Interview but receives no royalties; Elaine M McColl is a member of the NIHR Journals Library
Editorial Group.

Published June 2015
DOI: 10.3310/hta19410



Plain English summary

Review of tools for autism spectrum disorder in children
Health Technology Assessment 2015; Vol. 19: No. 41
DOI: 10.3310/hta19410

NIHR Journals Library www.journalslibrary.nihr.ac.uk



HEALTH TECHNOLOGY ASSESSMENT 2015 VOL. 19 NO. 41 (PLAIN ENGLISH SUMMARY)

Plain English summary

he MeASURe (Measurement in Autism Spectrum disorder Under Review) project aimed to find the best
tools, such as tests and questionnaires, to measure the progress of children with autism up to the age
of 6 years.

First, we asked people what they thought it was important to measure. Parents, and children and adults
with autism, told us that happiness, anxiety and sensory overload were most important. Health and
education staff said they needed tools to measure areas of difficulty. This was because these are important
when deciding whether a child has autism, and in finding out what things help them.

Next we found all of the published studies that tracked the progress of children with autism, to find out
what tools researchers had used. Between them, these studies used 131 tools, so we then looked for
studies that told us how good these tools were when used with children with autism.

We found tools that could be used to monitor some aspects of the progress of young children with autism
but not all. There was little or no evidence about whether tools that describe children’s social participation
and well-being are useful for children with autism. We found good evidence for the usefulness of a small
number of tools that measure autism characteristics and behaviour problems. When we showed these

to parents and professionals at a Discussion Day, they pointed out flaws, such as unclear wording and
crowded presentation of questionnaires.

New research is needed to improve this situation. Valued outcomes to assess include social communication
skills, well-being and quality of family life.
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