
Milton, Damian (2016) Participatory Autism Research: barriers and opportunities. 
 In: Shaping Autism Research UK seminar series: Participatory Research., 
18th-19th July 2017, London, UK. 

Kent Academic Repository

Downloaded from
https://kar.kent.ac.uk/62756/ The University of Kent's Academic Repository KAR 

The version of record is available from

This document version
Presentation

DOI for this version

Licence for this version
CC0 (Public Domain)

Additional information

Versions of research works

Versions of Record
If this version is the version of record, it is the same as the published version available on the publisher's web site. 
Cite as the published version. 

Author Accepted Manuscripts
If this document is identified as the Author Accepted Manuscript it is the version after peer review but before type 
setting, copy editing or publisher branding. Cite as Surname, Initial. (Year) 'Title of article'. To be published in Title 
of Journal , Volume and issue numbers [peer-reviewed accepted version]. Available at: DOI or URL (Accessed: date). 

Enquiries
If you have questions about this document contact ResearchSupport@kent.ac.uk. Please include the URL of the record 
in KAR. If you believe that your, or a third party's rights have been compromised through this document please see 
our Take Down policy (available from https://www.kent.ac.uk/guides/kar-the-kent-academic-repository#policies). 

https://kar.kent.ac.uk/62756/
mailto:ResearchSupport@kent.ac.uk
https://www.kent.ac.uk/guides/kar-the-kent-academic-repository#policies
https://www.kent.ac.uk/guides/kar-the-kent-academic-repository#policies


Dr. Damian E M Milton PhD, MA, PGCert, BA (Hons), Dip(conv), PGCE, Mifl, 
MBPsS 
Research Assistant – London South Bank University. 
Head of Autism Knowledge and Expertise (Adults and Community) – National 
Autistic Society. 

http://thumbs.dreamstime.com/z/integration-inclusion-exclusion-separation-schema-31511896.jpg


 “...right from the start, from the time 
someone came up with the word ‘autism’, the 
condition has been judged from the outside, 
by its appearances, and not from the inside 
according to how it is experienced.” 
(Williams, 1996: 14). 

 



 Variations in neurological development as part 
of natural diversity, rather than something to be 
pathologised using a purely medical model of 
disability, defined by one’s deviation from 
statistical or idealised norms of embodiment or 
observed behaviour.   

 This is not to say that those who identify as 
autistic people or other forms of neuro-identity 
do not find life challenging.  Autistic people are 
significantly disadvantaged in many aspects of 
life.   
 



 People on the autism 
spectrum rarely in the role 
of researcher, traditionally 
seen as passive subjects. 

 The ‘glass sub-heading’ 
(Milton and Bracher, 2013). 



 Grinker – anthropological studies / prevalence studies. 
 Qualitative and action research in the field of education: 

Anat Greenstein, Jill Smith 
 Building collaborative communities (Wenger, 1998): the 

work of the Autism Education Trust. 
 Media studies and representations of autism. 
 The work of many autistic scholars and activists: Larry 

Arnold, Steve Graby, Hannah Ebben. 
 AutSocGroup (Milton and Moon, 2012), The Theorising 

Autism Project (Greenstein, 2014). 
 Links to Critical Disability Studies and Mad Studies (see 

McWade et al. 2015). 
 Critical Autism Studies (e.g. Runswick-Cole et al., 2016). 





 “95% of people don’t understand me”. 
 

 “Friends are overwhelming”. 
 

 “Adults never leave me alone”. 
 

 “Adults don’t stop bullying me”. 
 

 Quotes taken from Jones et al. (2012). 



 Building bridges between people of 
autistic and non-autistic 
dispositions is not always an easy 
process.   

 The different perceptual worlds of 
the differently socially 
(dis)positioned. 

 Empathy problems as a ‘two-way 
street’ (Sinclair, 1992). 

 The ‘double empathy problem’ 
(Milton, 2012b, Chown, 2014).   

 Theory of autistic mind can often 
leave a great deal to be desired. 

 ‘Fork ‘andles’! 



 Collins and Evans (2007) suggest that expertise 
is primarily based on the acquisition of tacit 
knowledge.  

 Ubiquitous expertise includes an endless number 
of skills and knowledge that sustain the forms of 
life and culture of society (e.g. fluency in natural 
language or moral sensibility). 

 Specialist expertise requires immersion in the 
language and practice of expert communities.   

 From “beer-mat knowledge” to “interactional” 
and “contributory” expertise. 



 How much interactional expertise is possible 
between autistic and non-autistic people 
(Milton, 2014a)?   

 Gaining expertise in what it is to be autistic, 
would take immersion in the culture and 
practices of autistic people, yet it is 
questionable as to what extent such 
immersion is possible for non-autistic people 
and it is certainly doubtful that many 
established researchers have made the effort. 



 Findings from PhD research. 
 Significant tensions over a number of issues: 
 Celebrating the diversity of learners and not 

trying to ‘normalise’ them. 
 Radical change in society. 
 Pupil-led vs. teacher-led activities. 
 Social skills training and the appropriateness 

of behaviour. 
 The ‘three-way dispositional problem’! 



 “Because otherwise he is trapped in a world 
where he cannot communicate his hopes and 
fears, particularly when I am dead and cannot 
look out for him.” 
 

 “Difference should be accommodated, 
accepted and celebrated.”  
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 Not a great deal! 
 Against extreme normalisation? 
 Enabling environments?  
 Building relationships, communication and 

mutual understanding. 
 



 Setting the research agenda. 
 Design and development of 

strategies and methodologies. 
 Building capacity and 

communities of practice. 
 Valuing and respecting varied 

expertise and building mutual 
understanding. 

 Avoiding tokenism... 



 “Traditional methods of consulting and 
working in partnership may not always be 
effective, and new avenues for connection 
may need to be sought, however when 
collaborative ventures are pursued, and when 
people on the autism spectrum feel included 
and empowered, the ability to live as one 
chooses greatly increases.” (Milton, 2014b) 



 The Participatory Autism Research Collective 
(PARC) 

 Regular meetings 
 Seminar days, book launch events and 

conferences 
 Publications 
 Peer support and mentoring 
 Yet, seeking funding... 

 



 Asperger Square 8 blogsite (2014): 
http://4.bp.blogspot.com/_1vPB2M2IMiI/SucK5Gau3TI/AAAAAAAACeQ/X8ANAC-forQ/s1600-
h/social.model.png 
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