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Results

We identified three themes in these oral history
reflections relating to shared Autistic identity.
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Using both qualitative oral history and
participatory methods, this study offers
key insights into Autistic perceptions of
the self and shared identity.

1. Conceptualising the Autistic family
Interviewees reflected on both immediate and
extended family, highlighting how they identified
with their children diagnosed with autism. They
also spoke about retrospectively identifying other
family members as Autistic.
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Methods

Twenty-eight participants were recruited. All were
born before 1975 and received a clinical autism
diagnosis after the age of 35, at, on average, 49
years. All interviews (M length = 129 minutes) were
conducted by Autistic researchers, transcribed and
then thematically analysed by a team of Autistic and
non-autistic researchers using the six-step process
outlined by Braun and Clarke (2006, 2019).

Objectives

Late-diagnosed autistic adults offer a unique resource for understanding lived experiences of autism over time.

2. Creating Autistic community

Participants described a sense of shared
identity in Autistic communities, online and face-
to-face. They also stated that they had
developed an ability to identify other people as
Autistic, extending the idea of community to
potentially encompass others not formally
identified by diagnostic professionals.
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3. Contesting Autistic identity
Interviewees spoke about the way other people,
including family members and professionals,
sometimes rejected the Autistic identity of
interviewees. This generally caused
considerable distress. Some interviewees also
said that there have been times when they have
questioned their own identity as Autistic.
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Conclusions

These themes reflect the complexity of all
processes of identity construction, including
membership in diagnostic categories.

In identifying family members and others as
Autistic, our participants asserted the value of their
own embodied understanding of autism.

Their accounts of finding a ‘home’ in Autistic
communities extend the idea of family, creating a
safe space in which to belong.

Reports of questioning Autistic identity provide
insights into identity formation as processual and,
on occasion, contested. Overall, these ideas about
identity and community challenge some orthodox
understandings of autism.

In this study, we sought to understand autistic perceptions of the self and ideas about shared identity through listening to and learning from their autobiographical accounts.
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