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Background

Early adolescence is a period of developmental change which includes the move to a more complex

school environment and the development of individual identity (Kroger, 2004)

During adolescence young people establish an individual identity; at the same time they typically seek

to fit in with recognised social and cultural groups
(Blakemore and Mills, 2014, Kroger, 2004)

In the UK diagnosis of autism in the absence of intellectual disability is often not made until late

childhood or beyond
(Crane et al 2015)

Integrating the idea of “being autistic” forms part of the process of identity development

(Bottema-Beutal & Smith 2013, Humphrey & Lewis 2008, Morgensen & Mason, 2015)




ung people, there are marked increases in social, communication and daily living skills but

'. ceasu et al 2012, Hebron and Humphrey 2014, McGovern & Sigman 2005, Moore, 2016)

es of mental health difficulties, poor quality of life and higher rates of school exclusions

During adolescence increased awareness of difference and the stigma attached to autism may contribute

to negative outcomes for autistic young people (Humphrey and Lewis 2008)

A desire to avoid negative responses from others can lead young people to mask behaviours that could
mark them out as autistic, a phenomenon known as “social camouflaging” that is associated with identity

confusion and mental health difficulties

(Cage and Troxwell-Whitman, 2019; Cage et al., 2018; Hull et al., 2021; Mandy, 2019).




3ackground

Studying ways in which autistic young people
understand their diagnosis and negotiate identity could
iInform understanding of mental health and wellbeing In

this group.

However relatively few studies directly include the
perspectives of autistic young people themselves

(Ramussen & Pagsberg 2019)
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Study aims

1. How do autistic young people and others in
their social environment understand autism?

. How do these understandings relate to young
people’s identity developmentin early
adolescence?

. How do these understanding relate to young
people's school experiences in mainstream
settings.




Methodology
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Identifying with Autism Social construction of
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The autism
label

Negotiating
difference

Changing

Individuality
and sameness
In Autism

understandings
over time

Social
camouflaging




Well, me and my friend (name) we’re quite different. We don’t like storybooks,
we prefer fact books and statistics. And we’re really similar and we almost feel

as Iif we’re outcasts, but we also feel really good because we’re different and |

like that” (Young person, Y6)

"I think he is just struggling with the idea of having Aspergers. He spoke to me

a long time last night saying how different he feels... He said | wish you had

not told me” (Parent, Y7)

‘Il just want to be treated like normal. | don’t want to be treated like there is

something, like | have Asperger’s” (Young person Y6)

“..he had chosen to have that (a locker within the inclusion unit) and then very

quickly decided he didn’t want to. He didn’t want to be different” (Parent Y7)
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‘It affects us all...its sort of a learning curve for us all” (Parent, Y0)

"Understanding autism....Year 6 its suddenly hit him. He has quite a
lot of out of the blue meltdowns.....He’s expressed he doesn’t
understand why he got this, why he has caught this...l think its just

dawned on him now that this is not going away” (Teacher, Y6)

‘| explain that its just like two different brains, one is like a Microsoft
computer and one an apple computer, and you all get to the same

outcome but its just that you think differently” (Teacher Y7)




Theme 1c:
Social camouflaging

“He acts fine, so he goes under the radar a lot, so they actually find him ‘normal’ to a degree and then

he comes home and everything basically erupts™ (Parent, Y8)

“From my experience I've got several students at school who present really well at school and then go

home and its absolutely chaotic....you know, it could be the stress that we’re minimizing, that kind of

floods out” (Teacher, Y7)

‘I mentioned to him about if there was anyone he'd like to invite round and he said he would not want to

do that, that this was a different place, and he did not want to mix them.....he doesn’t want [peers] to
know all about him” (Parent Y7)
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the autism people at (secondary school) are a bit of a target to bullies”
(Young person, Y8)

Young person (Y9) : “they treat me like a cute cat...they treat us like we're
not human, like we’re less, | don’t know how to put it really’

Researcher: “That they treat you differently to other children?”

Young person: “Yeah, like...we are different, that's a fact, but they treat us
like we're different-er. Like we’re more different to other people than we

actually are”

‘'she's not on the major spectrum....she’s on the lower spectrum’
(Parent, Y8)




Theme 2b

Individuality and sameness In autism

“he didn’t display at all as being autistic. He seemed very sociable, mixed with his

friends....and | was saying ‘are we sure he is autistic’?” (Teacher, Y8)

“They said ‘oh there’'s another autistic child in the class, we’re used to autism’, but every child

is unique and they never got his uniqueness” (Parent, Y7)

“l think 1t will also be nice for him to be around other children which are autistic, because at

the moment he’s the only one. He’s not used to being around other people like him” (Parent

Y6)
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Young people's understanding of what ‘being autistic’ means unfolds

INn the broader context of early adolescent development.

In describing themselves young people used terminology aligned
with prevalent socio-cultural discourses of autism — both the medical

model and neurodiversity models and often in overlapping ways.

‘Normal’ and 'mainstream’ were how young people said they would
like to be treated by others, but this was not what they experienced in
school. Several young people described being bullied because of the

autism label.
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Several young people engaged in social camouflaging in order to
avoid ‘appearing autistic’ at school and this included the rejection of

support

Some teachers assumed autistic young people were a
homogenous group with similar support needs and occasionally

doubted the validity of the diagnosis if young people did not present
typically’

There were examples of teacher interventions that could encourage

social camouflaging




Parent and teachers seem to be negotiating the competing
discourses of autism and use language that can be linked to

both. This may unintentionally encourage social camouflaging.




Suggestions for practice/further research

An alternative approach to Enhanced post diagnostic

school support

support for young people and
families

Whole school interventions aimed at: To include:
* Increasing understanding of autism . Opportunities to reflect on the
and its heterogenous nature diagnosis with others
 Increased awareness of social e Consideration of the best
camouflaging ways for families to talk about
autism

* Acceptance of diversity in the wider
school community



Questions?
orksj.ac.uk

https://doi.org/10.1108/AlIA-12-2020-0071



mailto:s.mesa@yorksj.ac.uk

References

« Cage, E., Di Monaco, J. & Newell, V. (2018). Experiences of autism acceptance and mental health in autistic adults. Journal
of Autism & Developmental Disorders, 48, 473-484.

« Cooper, K, Smith, LGE & Russell, A 2017, 'Social Identity, Self-Esteem, and Mental Health in Autism', European Journal of
Social Psychology, vol. 47, no. 7, pp. 844-854.

 Crane, L., Chester, J., Goddard, L., Henry, L.A., Hill, E.L. (2016). Experiences of autism diagnosis: A survey of over 1000
parents in the United Kingdom. Autism: The International Journal of Research and Practice. 20(2):153-162.

« Crane, L,. Batty, R,. Adeyinka, H., Goddard, L,. Henry, L., & Hill, E.L. (2018). Autism diagnosis in the United Kingdom:

« perspectives of autistic adults, parents and professionals. Journal of autism and developmental disorders. 48 (11), 3761-
3772.

 Hebron, J., & Humphrey, N. (2014). Mental health difficulties among young people on the autistic spectrum in mainstream
secondary schools: A comparative study. Journal of Research in Special Educational Needs, 14(1), 22-32.

 Larcombe, T.J.,, T.J., Joosten, A.V., Cordier, R. & Vaz, S. (2019). Preparing children with autism for transition to mainstream
school and perspectives on supporting positive school experiences. Journal of Autism and Developmental Disorders. 49,
3073-3088. https://doi.org/10.1007/s10803-019-04022-z

« Lindsay, S., Proulx, M., Thompson, N., & Scott, H. (2013). Educators' challenges of including children with autism spectrum
disorders in mainstream classrooms. International Journal of Disability, Development and Education. 60, 374-362.

« Mandy, W. (2019). Social camouflaging in autism: Is it time to lose the mask? Autism, 23(8), 1879-1881.

* Roberts, J., & Simpson, K. (2016). A review of research into stakeholder perspectives on inclusion of students with autism in
mainstream schools. International Journal of Inclusive Education, 20(10), 1084-1096.

 Symes, W,. & Humphrey, N. (2012). Including pupils with autistic spectrum disorders in the classroom: The role of the
teaching assistants. European Journal of Special Needs Education. 27, 517 - 532.



