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Spanningen in het autismeveld

Autism research at the
crossroads

The power struggle between researchers, autistic self-advocates
and parents is threatening progress across the field.

BY BRADY HUGGETT
25 JANUARY 2023 | 34 MIN READ

‘1am not a broken version of
normal’ — autistic people argue for a
stronger voice inresearch

Despite broader acceptance of neurodiversity, autistic advocates and scientists are still
fighting for a chance to set clinical and scientific priorities.

Groundbreaking study claims severe autism
can be reversed. Experts say it's 'deeply
insulting'




The Neurodiversity Umbrella Project
Stoke-on-Trent, UK
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! Paradigmawissel gaande in autismeveld

Stoornis-paradigma

tekortkoming, remediéren
iIndividueel probleem
professionele expertise

-

Neurodiversiteits-paradigma

verschil, accommoderen

interactie met onrechtvaardige
samenleving

ervaringsdeskundige kennis



Neurodiversiteitsbeweging

aannames

 Intrinsieke gelijkwaardigheid van neurotypes

@
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.‘Q  structurele discriminatie en exclusie (validisme)
~ervaren problemen van neurodivergente mensen

politieke eisen

e acceptatie van diversiteit als norm
(‘anti-cure’, ‘anti-normalisatie’, inclusief taalgebruik)

* emancipatie neurodivergente minderheden



BRONFENBRENNER'S ECOLOGICAL SYSTEMS MODEL e
(STERN, BARBARIN & CASSIDY, 2021)
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Spanningen in de autismezorg

INTERNATIONAL
DAY OF PROTEST
AGAINST ABA

#ProtestABADay ABA
#SagNoToABA  @Protest

“As a result, | started hiding "unwanted" behavior,
which took up a huge amount of energy.

Hiding behaviors and symptoms is not the same as
curing them. As an autistic person, it

takes a tremendous amount of energy and causes
stress and low self-esteem. Practices like

ABA should be banned.”

Do not know enough about ABA

3. Not in favour and not against
2. Against

EUCAP survey, 2022 0

General view and opinion of ABA

1,3% 78% of participants are against
5. Strongly in favour W 2,1%
4. In favour 21%

1. Strongly against I 63,7%

or strongly against ABA, while
4.2% were in favour or strongly

14.4% in favour of ABA.
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Spanningen in de autismezorg

Stoornisdiscours in autismediagnostiek en in psycho-educatie?
Normatieve sociale vaardigheidstrainingen?
Beperkte omgevingsinterventies?

Bredere volwassen GGZ: autismekennis en —attitudes? Toegankelijkheid?



Autismezorg Is tweesnijdend zwaard

Tijdige autisme diagnose en hulpverlening veelal wenselijk en nodig geacht
echter, diagnostisch label riskeert misvattingen, stereotyperingen, uitsluiting

echter, klinisch discours en interventies riskeren bestendiging van stoornisparadigma
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Kan klinische autismezorg
ooit compatibel zijn met
neurodiversiteitsparadigma?

l

neurodiversiteit-affirmatieve zorg
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Neurodiversitelt-affirmatieve zorg?

0 Zorg voor ervaren problemen vs. de-pathologiseren van autisme?
e Professionele vs. ervaringsdeskundige expertise?

e Individuele zorgrelaties vs. sociaal-politieke verandering?
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Neurodiversitelt-affirmatieve zorg

a Zorg voor ervaren problemen vs. de-pathologiseren van autisme?

neurodiversiteit-affirmatieve diagnostiek
> autisme als neurotype
> neutraler herdefiniéren, vanuit 15 persoonservaringen
> |oskoppelen van autisme-gerelateerde problemen
> affirmatief publiek + klinisch discours

The

Adult Autism
Assessment
Handbook

A Neurodiversity-Affirmative Approach
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Neurodiversitelt-affirmatieve zorg

a Zorg voor ervaren problemen vs. de-pathologiseren van autisme?

neurodiversiteit-affirmatieve interventies
~ niet-normaliserend, identiteit-bevestigend
~ gezonde autistische ontwikkelingspaden
~ autistische prioriteiten (ggz, QoL, kennis, inclusieve omgevingen)
~ gedeelde verantwoordelijkheid individu-omgeving

> CcO-Ccreatie
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# Autism in Adulthood > Ahead of Print
Research Article | & NO ACCESS | Published Online: 6 June 2024

Psychological Interventions for Autistic Adolescents with Co-
Occurring Anxiety and Depression: Considerations Linked to
Autism Social Identity and Masking

Authors: Jiedi Lei () ] Kate Cooper, and Matthew J. Hollocks = AUTHORS INFO & AFFILIATIONS

Publication: Autism in Adulthood = https://doi.org/10.1089/aut.2024.0005

The impact of a positive autism identity and autistic community
solidarity on social anxiety and mental health in autistic young
people

Kate Cooper 1'®, Ailsa J Russell 1, Jiedi Lei 2, Laura GE Smith !

Autistic identity: A systematic review of quantitative research

Jade Davies' © | Kate Cooper® | Estelle Killick' | EvelynSam' | Molly Healy® |
Grace Thompson® | Will Mandy*© | Benjamin Redmayne® | Laura Crane'”




Neurodiversitelt-affirmatieve zorg

e Professionele vs. ervaringsdeskundige expertise?

geleefde, autistische ervaringen
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Geleefde ervaringen in de zorg

Neurodivergente ervaringsverhalen en materialen inzetten
bv. In psycho-educatie

AT KCNOG NET WAST OVER 1IN AUTISNE EN ADKD
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Magali
De Reu

Gedurfde
vragen .

De antwoorden
dieje nog niet eerder kreeg
over autisme

Cyclus I

People think we don't have
social Skills

We actually
do! But they
r

Autistic social Skill
a4 include:
Infodumping
Connecting throudh shared interests

Interacting without Much eye contact -QQEW‘M
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Geleefde ervaringen in de zorg

* Neurodivergente ervaringsverhalen en materialen inzetten

bv. In psycho-educatie

PANEMA

Research in Autism Spectrum Disorders 114 (2024) 102391

Contents lists available at ScienceDirect

Research in

. . . Autiam Spectrom
Research in Autism Spectrum Disorders [Piaocsem
- Tl i...’ _
EIL.SEVIER journal homepage: www.elsevier.com/locate/rasd | =
m)
Towards a neurodiversity-affirmative conceptualisation of e

psycho-education in the context of autism

Lies Van Den Plas ™" ', Gert-Jan Vanaken“'b'c, Jean Steyaert b’d,
Kristien Hens >“, Ilse Noens ™"
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Geleefde ervaringen in hulpverlening

* Neurodivergente ervaringsverhalen en materialen
bv. In psycho-educatie

* Neurodivergente mensen/organisaties actief betrekken
bij vormgeven en evalueren van zorgaanbod

Autistic SPACE: a novel framework for meeting
NAT”” the needs of autistic people in healthcare settings

National Autistic Taskforce

Bolder Voices, Better Practice
I LAVA !

An independent guide to Lees- en Adviesgroep © Ste rl(mCl l(e s
quality care for autistic people gL N autisme

Autisme vzw




Geleefde ervaringen in hulpverlening

* Neurodivergente ervaringsverhalen en materialen
bv. In psycho-educatie

* Neurodivergente mensen/organisaties actief betrekken
bij vormgeven en evalueren van zorgaanbod

* (Neuro)diversifiéren van klinische teams

-veilige cultuur scheppen voor neurodivergente hulpverleners
-ervaringsdeskundigen inbedden in teams

A voorwaarden en valkuilen
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Neurodiversitelt-affirmatieve zorg

e Individuele zorgrelaties vs. sociaal-politieke verandering?

Zorg als politieke praktijk (contestatie, coalitievorming)
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Neurodiversiteit-affirmatieve zorg ?

Zorgvuldige her-conceptualisering van ‘diagnostiek’ en ‘interventie’
Zorgvuldige herziening van expertenrol

Zorgvuldige politisering van hulpverlening
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The

Adult Autism
Assessment
H a n d bOO k Robert Ch::lpmaul | Monique Botha®

A Neurodiversity-Affirmative Approach

INVITED REVIEW

Neurodivergence-informed therapy

20

Davida Hartman, Tara O’'Donnell-Killen, AUtiStic Self—Advocacy and the
Jessica K. Doyle, Dr Maeve Kavanagh, Neu rodiversity Movement:
NI AR Implications for Autism Early

Kathy Leadbitter ™, Karen Leneh Buckle =, Ceri Ellis * and Martijn Dekker™*

P frontiers pubishots 15 hpe) 2001
in Psychology i 10,3530 ey 2001 G355
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Intervention Research and Practice

# Autism in Adulthood > Ahead of Print
Research Article | @ NO ACCESS | Published Online: 6 June 2024

Psychological Interventions for Autistic Adolescents with Co-
Occurring Anxiety and Depression: Considerations Linked to
Autism Social Identity and Masking

Authors: Jiedi Lei ) [ Kate Cooper, and Matthew J. Hollocks =~ AUTHORS INFO & AFFILIATIONS

Publication: Autism in Adulthood « hitps://doi.org/10.1089/aut.2024.0005
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Neurodiversiteit

Een nieuwe blik op autisme en autismehulpverlening

Gert-Jan Vanaken "

Affirming

A study on the ethics of early autism
detection and intervention

Gert-Jan Vanaken

Supervisors: prof. dr. lise Noens and prof. dr. Kristien Hens
Co-supervisor: prof. dr. Jean Steyaert
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Addressing the autism mental
health crisis: the potential of
phenomenology in
neurodiversity-affirming clinical
practices

Themistoklis Pantazakos?* and Gert-Jan Vanaken®*5*

gertjanvanaken.be/
research




Empire of

Normality Jodie Hare

[ ]
M\ Autism Is Not
st Coniiy 2% Di

Ia\]/Inovement ! V= N ' d D1S€ase

Stories from the F_ront!ine

B Fdited by Steven K. Kapp
S

The Politics of

Neurodiversity

Ne:rgdi\"erfity Robert
and Capitalism
Chapman

open acces Gert-Jan Vanaken

Routledy in Sucinlog)

NEURODIVERSITY STUDIES

A NEW CRITICAL PARADIGM

Edited by
Hanna Bertlsdotter Rosqvist, Nick Chown

and Anna Stenning

2026

De Bezige Bij



Dank aan collega’s en aan belangenbehartigers
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