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The last decade has witnessed the emergence of a powerful call from Autistic people to 

have real input into the decisions that shape their lives. This participatory approach underpins 

discussions regarding autistic involvement with issues from social policy, human rights, justice, 

and accessibility rights, through to meaningful and effective approaches to clinical, medical, 

therapeutic, and educational practices. The heart of the message is, in part, about acceptance: 

embracing and valuing autism as part of the human spectrum. It is also about ensuring that 

meaningful change can be driven by those who have a true and deep understanding of the 

strengths and needs from their own experiential expertise.  

The slogan that best captures this idea -- “nothing about us without us” -- rings especially 

true within the world of research, with implications for both what research is done and how it is 

conducted. Autism researchers have responded across the world. There is a deepening 

recognition that having rigorous methodological design that is participatory in nature improves 

the outcomes of research (den Houting et al., 2021; Fletcher-Watson et al., 2019; Gillespie-

Lynch et al., 2017; Nicolaidis et al., 2019; Pellicano, 2020; Pellicano et al., 2021). Additionally, 

there is a growing appreciation that participation helps researchers to translate their ideas more 

effectively into recommendations for concrete change in clinical or educational practice or 

broader public policy (Adams et al., 2018; Benevides et al., 2020; Gillespie-Lynch et al., 2021; 

Leadbitter et al., 2021; Shattuck et al., 2018; Warner et al., 2019).  

It is indisputable, therefore, that participatory research is gaining momentum among 

autism researchers. It remains, however, far from the dominant approach. In practice, much 

autism research continues to exclude autistic input except in the capacity of a research 

participant (Fletcher-Watson et al., 2019; Milton & Bracher, 2013; Milton et al., 2019) and those 

few studies that include Autistic people in the decisions around research, are all too often 

tokenistic in nature (den Houting et al., 2021). Indeed, as Milton (2019) argues, Autistic people 

have traditionally been viewed as the subjects on which research is conducted rather than cast 

in the role of researcher.  

To try to capture this reality, recent investigations in different countries have sought to 

compare the interests of Autistic people themselves with the interests of autism researchers 
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(e.g., Benevides et al., 2020; Cusack & Sterry, 2016; Frazier et al., 2018; Pellicano et al., 2014). 

In Australia, this has led to a recent publication of a report by the Australian Autism Research 

Council (AARC), a group of community members from different stakeholder groups, including 

Autistic people, parents and carers and researchers, which sits under the auspices of the 

Cooperative Research Centre for Living with Autism (Australian Autism Research Council, 

2021a). The AARC seeks to understand the research priorities of the Autistic and autism 

communities. It derived its answers in the most straightforward way: by directly asking Autistics 

and related community members to reflect on the kind of research that they wanted to see 

prioritised (Australian Autism Research Council, 2021a). 

For the past three years, the AARC has collaborated with the Autistic and autism 

communities to better understand and identify their priorities for research. In 2019, more than 

1,000 community members helped identify ten broad research priority areas to improve 

understanding of the diverse experiences, preferences, and needs of communities across the 

autism spectrum and lifespan. In 2021, the AARC sought to delve deeper into five of the areas, 

including communication, education, employment, health and wellbeing, and justice, to identify 

more fine-grained research questions.  

In so doing, a diverse range of Autistic people, parents, carers and family members of 

autistic children or adults and professionals with relevant expertise were recruited into the 

working groups for each of the five priority areas with a small number of ‘priority perspectives’ 

proactively included for each. For example, the Communication priority working group included 

Autistic people who communicate through non-traditional means, Autistic people and family 

members who had experienced challenges due to a lack of communication supports, Autistic 

people from non-English speaking backgrounds and professionals working in relevant fields. In-

depth discussions and consultation yielded ten research questions for each of the five areas 

(Australian Autism Research Council, 2021b). Across these research priority areas, there are 

clear thematic undercurrents – which, in hindsight, are unsurprising. First, the topics are almost 

exclusively focused on improving understanding of the diverse experiences, preferences, and 

needs of Autistic people, while also developing knowledge, understanding, and approaches to 
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inform policy, practices, and supports. Second, the priorities identified often reflect the 

importance of training and development, particularly for professionals – rather than Autistic 

people themselves – while creating opportunities to increase awareness and understanding 

about the Autistic community. Finally, there is a call for widespread change in societal attitudes, 

to promote a broader view of the capabilities of members of the Autistic community, thus 

replacing representations that pathologize and marginalise individuals. 

Now that the research priorities have been identified and we have a clear steer from 

community members regarding the ways in which autism should be understood and responded 

to within research (see also Cascio et al., 2020; Pellicano, 2020), the task now is to understand 

further how new research partnerships can practically facilitate inclusive research design and 

participatory research in the longer run. In the United Kingdom, the Participatory Autism 

Research Collective (PARC) seeks to bring together academics, activists, and practitioners to 

facilitate greater involvement of Autistic people in autism research (see Milton et al., 2019). The 

AARC report is similarly designed to act as a launch pad for researchers, providing essential 

insight into relevant research questions, but also discusses the important question of how 

research should be conducted around these topics. The consultation clearly identified that 

Autistic people and their allies want to be involved in research decision making – from research 

design, through to the dissemination of the research itself, thus creating a true participatory 

environment. Research, programs, and policies must be about Autistic people, and be led and 

co-produced with people from the Autistic and autism communities. Doing so effectively can take 

more time than traditional research (Brett et al., 2014; Fletcher-Watson et al., 2019). But its 

rewards are manifold, including ensuring that research reflects the real needs of the community 

(Cascio et al., 2020; Chown et al., 2017; Cusack & Sterry, 2016; Jivraj et al., 2014). 

The people involved in the AARC’s consultation also wanted to see a shift in the way that 

autism is fundamentally approached analytically – that is, from an excessively narrow, deficits-

based view of autism to one which sees autism as a form of variation within a diversity of minds 

(Adams et al., 2018; Pellicano & den Houting, 2021; Raymaker, 2016). This latter neurodiversity 

framework stresses the need to view Autistic people as unique and worthwhile individuals, 
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whose lives have meaning and purpose, and urges us to look beyond the individual, focusing on 

how Autistic people might flourish within a range of contexts. It can also help promote Autistic 

people’s agency in making decisions about their own lives. Shifting the focus of research to what 

the community considers important will significantly improve Autistic people’s experiences of 

society through widespread acceptance and inclusion. 

The AARC report points us in the right direction, with research questions pinpointed 

within each of these prioritised areas, reflecting the needs of the Autistic and autism 

communities, and ensuring that the gaze of new research has an appropriate focus. The 

community’s voice is clear: addressing these research priorities will not only help build a true 

understanding of Autistic people and the broader autism community, but will in turn shape policy, 

practices, and research funding in such a way as to promote Autistic flourishing.  
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