Open letter to the Lancet Commission on the future of care and clinical research in autism
14th February 2022

We wish to address the Lancet Commission on the future of care and clinical research in autism on behalf of
the Global Autistic Task Force on Autism Research, a committee comprising autistic advocates, researchers
and representatives of organisations by and for autistic people.

As the Commission emphasised the importance of collaborative participation, we look forward to being
included as collaborators. We appear to have remained largely invisible, generalised briefly as ‘the
neurodiversity movement’.

It is encouraging that the need for system change and the value of neurodiversity were recognised by the
Commission. However, some omissions contradict this message. Studies mapping autistic people’s priorities
regarding research were not mentioned. Participatory research was mentioned but not defined, nor was
literature on its principles cited.

We find the proposal to adopt the term ‘profound autism’ highly problematic, as well as the overall
emphasis on behavioural interventions, excluding more recent, promising approaches. We disagree with the
recommendation to focus clinical research on randomised controlled trials for short-term interventions,
including medication and behavioural trials.

To improve autistic lives, we need concepts developed by autistic scholars applied to clinical research. We
need research on causes of mortality, access to health care, and improving mental health support. We need
research on screening and diagnosis for all countries, and the health consequences of system factors:
discrimination, mistreatment, poverty and lack of access to appropriate services. We need closer
involvement of autistic people to ensure that clinical trials are truly ethical, and to curb the development of
pseudo-treatments.

We call for shared, accessible platforms to continue the discourse and start building collaboration.
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