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Positionality Statement



“Autism Spectrum Disorder”

“Persistent deficits in social communication &

social interaction”
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Interest, or activities”

“Symptoms cause clinically significant

Impairment in social, occupational, or other

important areas of current functioning.”
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Neurodiversity Movement

All these brains have their own way of
doing things. One isn't better than the
other, they are different.

G more than one newotype
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he neurodiversity perspective posits that each person has a unigue brain and a unigue combination of traits
T and abilities and asserts that many challenges faced by autistic individuals stem from a lack of fit between
the characteristics of autistic people and society's expectations and biases. The neurodiversity movement is akin
to a civil rights movement. Among its goals are reducing stigma, increasing accessibility, and ensuring that autis-



Purpose

To understand how individuals who are interested In
or affected by autism research view autism research

and what aspects of research are important to them



Methods

+ Participatory action approach
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Inclusion Criteria

» 18+ years

* Interested in autism
research

* English speaking

Methods

Recruitment

Data Collection

* Online message
boards

« Autism organization
newsletters

 Social media

e Survey

* Open-ended
guestions about
research values

* Close-ended
guestions to rate
research topics
they would like to
see




Design & Data Analysis

Convergent Parallel Design

Descriptive & Quantitative

inferential statistics Data Collection
(comparing Autistic vs. and Analysis
non-Autistic responses)
S oanale Interpretation
or relate
Reflexive Thematic Qualitative
Analysis Data Collection

(Braun & Clarke, 2021) and Analysis




Sample (n = 174):

ldentify as Autistic ‘




Sample (h =174):
Parent of an
Autistic Person



Sample (n = 174):
Occupation works
with Autistic People



Race Unsure/
Questioning Agender

\3%\ / 7.6% Age

- Asian or Pacific
Islander: 3%

- Black or African
Descent: 2%

M = 34.8 years (SD = 14.3)

- Native American or

Alaskan Native: 1% Country of
- White: 87% Residence
- Multi-racial or + 16 countries
Biracial: 3% N represented
- Race not listed: 4% + United States: 66%
+ UK: 12%

Ethnicity Canada: 9%

5% Hispanic or Latino/a/x

Gender

(n = 174)
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| would like to see more research that...

ltem 1 I ]
ltem 2 ] ]
ltem 3 I ]
ltem 4 ] o
ltem 5 ] ]
ltem 6 ] ]
ltem 7 I I
100% 80%. 60%. 40%. 20%. 0%. 20% 40% 60% 80%.
m Strongly disagree = Disagree m Neither disagree nor agree m Agree ® Strongly agree
1 Explores ways to prevent autism
2  Uses person-first language
3  Explores ways to treat or cure autism
4  Explores things that increase people's chances of being autistic
5  Explores ways to decrease symptoms of autism
6 Includes parents of autistic people on the research team
7/  Focuses on autistic children

100%



| would like to see more research that...

ltem 19 ]
Item 20 I |
ltem 21 I ——
ltem 22 |
ltem 23 I
100% 80%. 60%. 40%. 20%. 0%. 20% 40% 60% 80%. 100%
m Strongly disagree m Disagree m Neither disagree nor agree m Agree ® Strongly agree
19 Explores ways to manage physical health challenges that commonly co-occur with

autism (e.g. gastrointestinal disorders)

20 Explores the perspectives of autisic people

21 Aims to improve the quality of life of autistic people

Explores ways to support autistic people in meeting life goals (e.g. living

22 iIndependently, maintaining employment)

Explores ways to manage mental health challenges that commonly co-occur with

e autism (e.g. depression, anxiety)



Qualitative Themes

Participants valued:

1)
2)
3)
4)
5)

6)

7)

Involving Autistic Partners on the Research Team
Centering Autistic Voices

Improving Quality of Life

Supporting Neurodiversity

Debunking the Cure Narrative

Considering Intersectionality

Conducting High Quality Research



Research Topics Preferred by
Autistic Participants

Strongly

Agree b= 0.014 4 57 = 0.018 B Autistic
45 . . p = 0.005 ® Non-Autistic
4.05 4.08
4
3.5 3.42
3
25
2
15
1
0.5
0
S_trongly Includes autistic Focuses on Uses identity first
Disagree people on the autistic adults language

research team



Research Topics Preferred by

Non-Autistic Participants

Strongly
Agree
5
p =0.015
45 4.27 p =0.025 p =0.004
4 3.95
4
3.57
3.5 3.23
3
2.5
2
1.5
1
Strongly
Disagree
Explores ways Includes Aims to Focuses
to manage clinicians improve the on autistic
mental health who work guality of life children
challenges of with autistic of parents of
parents of people on autistic
autistic the research people

children team

p = 0.005

3.65

2.94 I

Includes
parents of
autistic
people on
the research
team

p = 0.002

2.81

Explores

ways to

treat or
cure autism

m Autistic
m Non-Autistic

p = 0.046

2.77

2.23

Uses
person-first
language

p < 0.001

2.85

1.75

Explores
ways to
prevent
autism



Conclusions & Implications

Autistic participants support a shift in research:
Away from a focus on prevention, treatment, & cure

Towards improving quality of life across the lifespan
Need for further research on perspectives of BIPOC autistic community

Call for increased engagement with the autistic community during research e

Importance of centering autistic voices
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