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Ethics of early autism care?




Ethics of early autism detection and intervention?

« Autism field is structurally changing

The Journal of Child
Psychology and Psychiatry
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Annual Research Review: Shifting from ‘normal
science’ to neurodiversity in autism science
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Structural changes
In the autism field

autism as set of deficits to be remedied

4

autism as expression of
neurodiversity to be accomodated

individual symptoms

L4

problems arising in interaction with
social and societal context

professional expertise

including voices of autistic people
and autistic-led organisations



Ethics of early autism care?

« Autism field is structurally changing

What could good and just early autism care look like
In the age of neurodiversity?




Overview

Introduction

Neurodiversity and the Neurodiversity Paradigm: what is it? what isn't it?

Some implications for research and clinical practice

Discussion

Language matters Disclaimers
“autistic people”, “people on the autism spectrum” Neurodiversity >> autism
and “people with autism” Not all entirely new proposals

Work in progress

(Bottema-Beutel et al., 2021; Buijsman et al. 2022)




Origins of ‘neurodiversity’

Term coined in 1998 by autistic sociologist Judy Singer

@ Open Access

“The neurologically different represent a new addition to
the familiar political categories of class/gender/race and
will augment the insights of the social model of disability.”

A A
Autistic Community
and the Neurodiversity
Movement
 Stories from the Frontline

% -z Ed/z‘ed by Steven K Kapp

Evolved from autism rights’ movement and online communities

Originated from
dissatisfaction with medical, deficit model of autism,
marginalisation of autistic voices,
need for belonging in affirmative sense

Adopted and applied beyond autistic communities
(Dekker, 2020)



= recognition of significant human diversity
regarding cognitive, sensorial, behavioral,

N e U rOd |Ve rSIty emotional, communicative ways of experiencing

and engaging with the world (neurotypes)

comparable with concepts of
gender and etnic-cultural diversity

I no consensus definition of neurodiversity




= a social movement of neurodivergent

Neu rOd ive I'Sity self-advocates, organisers and allies
movement

= an academic, research paradigm

comparable with
disability, feminist and post-colonial movements




assumptions

o  intrinsic equality among neurotypes
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“QO « structural discrimination and exclusion
’ (i.e. ableism) are important contributors to

experienced problems of neurodivergent people

soclal movement

« acceptation of diversity
(‘anti-cure’, ‘anti-normalisation’, inclusive language )

« emancipation of neurodivergent minorities, striving
for just, inclusive society for all neurotypes




assumptions
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what is autism?
how to understand autism as phenomenon?
(ontology)

how to gather relevant and reliable
knowledge on autism?
(epistemology)

what are good and just ways of engaging
between autistic and non-autistic people?
(ethics)

academic

paradigm




assumptions

Autism is an expression of neurodiversity
« Aultistic people are a neurominority facing
structural injustices (ableism)

« Autism-related problems arise in the context of
these ableist injustices

i
N\ 4 "
- - * Knowledge is socially situated
@ * Lived experiences give autistic people unique acad e m I C
~ access to autism-related knowledge -
paradigm

* (non-autistic) researchers and practitioners
- | - ought to be allies
» Allies ought to promote acceptance of diversity
and empowerment of neurominorities




Neurodiversity : what it is not

Q « Not merely a strenghts-based approach
* Not “everyone has strenghts and weaknesses”

Q » Value is in diversity of population or group
« Experienced problems (“weaknesses”)

can be contextualised and politicised

* Not anti-labelling per se
* Not a mere shift from a categorical towards a dimensional approach

Q » Recognition of difference is valuable and needed,
« Pathologisation of mere difference is opposed



Neurodiversity : what it is not

e No return to biological reductionism or essentialism (‘differently wired brains’)

Neurodiversity understood as diverging experiences from the norm
(cf. ‘gender’ and ‘race’ constructs)

e Not value-free

Q Explicitly committed to emancipation, justice, inclusivity




Can the neurodiversity paradigm be compatible with
autism research and clinical practice?

/ Acknowledging and supporting \
autistic people in their struggles,
without pathologising autism as such?

Fostering social change,
in individual encounters?

Mobilising professional expertise,
thile opening up for expertise by experiencey




INVITED REVIEW

Neurodivergence—informed therapy

Robert Chapman 5%, Monique Botha
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Neurodiversity and Autism Intervention: Reconciling
Perspectives Through a Naturalistic Developmental
Behavioral Intervention Framework
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Implications for research and clinical practice

@ ‘Autistic people are a neurominority facing ableist injustices’

N\ U4
-@- ‘Lived experiences provide unique insights’
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_}E ‘ _?.\ ‘Researchers and practitioners ought to be allies’



Implications for research and clinical practice

‘Autistic people are a neurominority facing ableist injustices’

» Reframe research questions and support objectives around

autistics-endorsed priorities to adress experienced problems
For example: improving accessibility of physical and mental health care,
disseminating accurate knowledge on autism to third parties,
identifying early environmental factor impacting development

» Adapt language use and discourse
For example: “autism symptoms” > “autism characteristics”
“normal controls” > “non-autistic” or “neurotypical” (...)

o\ e
y “atriskforautism” >“at an increased likelihood for autism”

£ ism—> “solidarity to meet needs”

TIARA




Implications for research and clinical practice
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* Qualitative research and creative methods
(capturing experiences across the entire spectrum)

Arnstein's "Ladder of Citizen Participation”

« Participatory research

For ex. AWA

(Neuro)diversifying research teams and consortia

A
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Lanbes TIARA

For ex.




Implications for research and clinical practice

‘Researchers and practitioners ought to be allies’

« Reflexivity on one’s own position and potential biases
« Authentic relationships with neurodivergent communities
« Epistemic humility

« Research and clinical practice guided by
solidarity to help meet needs, irrespective of neurotype
empowerment of neurodivergent minorities




Where to start reading?

The Journal of Child
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and the Neurodiversity
Movement
Stories from the Frontline
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The Neurodiversity Approach(es): What Are They and What Do They Mean for
Researchers?

Patrick Dwyer2- 0"

Autistic Self-Advocacy and the
Neurodiversity Movement: Implications for

Autism Early Intervention Research and
Practice

Kathy Leadbitter!, Karen Leneh Buckle!?, Ceri Ellis! and Martijn

Dekker®3
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