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Who am I?

PhD 2010: ‘Ethics of Pediatric Biobanks’
2011-2014: Postdoc on reproductive technologies

* -> interested in disability studies

2014-2018: different projects on autism and (epi)genetics
e 2014: ethics of autism genetics
e 2015-2017: qualitative study on experiences of autism

Interest:

* Concepts of biology
* Importance of experience
» Reflection on the task of bioethics

* 2019-2023: ERC-StG NeuroEpigenkEthics



Neurodiversity?

@ © “Neurodiversity is a term that describes the natural variation

(78 in brain function and behaviour among humans. It means
that there is no one “right” way of thinking, learning, and
behaving, and that differences are not viewed as deficits or
disorders, but as part of normal human diversity “

A divergence from normative functioning as expressed in
phenomena such as perception, sociability, emotionality,
learning, and attention (the list of phenomena is from Stenning
& Rosqvist, 2021)



Neurodiversity!

* Not denying that specific neurotypes have specific needs.
e But: needs defined on the basis of what people
themselves think important
* A paradigm, a way of doing research

* Not about ‘curing’ but about what makes people of
different neurotypes flourish

* Importance of lived experience! Active engagement of
neurodivergent people!
* A political term,
e Requesting inclusivity.



Neurodiversity in philosophy and
science
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Philosophy: the good life

* Theories about the good life often start from a neurotypical
view on functioning.

* Sometimes philosophers have even argued that this means
neurodivergent ways of living have less value.

* Need for philosophy to engage with lived experiences.
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The ethics of autism
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Science: explaining behaviour rather than
understanding it

* For a long time, autism science has been about explaining the
etiology of neurodevelopmental differences
* The gene for
* The brain region for
* The cure for

e But it is equally important to understand what being autistic actually
means.

* Lived experience




Critique: The neuronormative ideal is not
productive

 Science: the normal behaviour, the normal biology, the
normal mind.

* Philosophy: the ‘default” human being, and associated
concepts of happiness and what it means to function well

» = Standpointepistemology: ‘strong’ objectivity should
include viewpoints and perspectives of those who often are
left out, but who have specific knowledge that default
people don’t have.




Autism in philosophy and science today

Turning point:

In search of explanatory models that are closer to autistic
experience (enhanced perceptual functioning, HIPPEA)

Explanatory models that come from autistic researchers
themselves (eg Dinah Murray, monotropism)

Ethics that doesn’t question the importance of different
neurotypes anymore




Autism in philosophy and science today

Social difficulties not solely conceived as problems of the
individual (double empathy problem (Damien Milton),
participatory sense making (Hanne Dejaegher)

More attention towards what flourishing means for autistic
people

—>Neurodiverse science as paradigm shift
—>Not only about being ‘ethical’ but yields better science!
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NeuroEpigenEthics: developing
a developmental perspective
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The NeuroEpigenEthics family includes those working on the ERC-project, but 3iso extends beyond it. Researchers working on
:lmnlar topics, with backgrounds in 3 range of dizciplines, all come together at our biweekly team meetings to inspire each other
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CHANCE ENCOUNTERS
A BIOETHICS FOR A DAMAGED PLANET
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News & views

Genetics https.//dol.org/10.1038/541591-023-02403-7

How to talk about autism: reconciling
genomics and neurodiversity

Luca Chlapperino & Kristlen Hens %) Check for updates

A new study showing that genetic and
non-genetic factors contribute to autistic
traits calls for afundamental realignment

of the concepts and methods of genomics,
withacritical understanding of the biosocial
complexity of autism.

Soctalunderstandings of autism have gone hand in hand with sclentific
ones since Leo Kanner characterized early Infantile autism as a neu-
rodevelopmental disorder In the mid-twentleth century. Historically,
this relationship has been adversarizal, to put it mildly. Even recently,
the Spectrum 10K project — which examined the DNA of a large sample
of autistic people — was heavily criticized by the autlsm community
for the lack of clarity on the handling of genetic samples, uncertainty
aboutthe potentlal benefits of the study and fears that theresultscould  people themselves. A qualitative study found that many aduits, after
lead to harm'. Into this turbulent context comes a paper In thislssue  recelving a diagnosis of autism, feel a sense of rellef”. The diagnosis Is




Bioethics and development

20

CONCEPTUAL ANALYSIS article

Front. Psychiatry, 06 January 2023 This article is part of the Research Topic
Sec. Autism s Autism 2 Biological Entity?
Volume 13 - 2022 | https://doi.org/10.3389/fpsyt. 2022 986732 View all 12 Articles

Developmental diversity: Putting the development back into
research about developmental conditions

Kristien Hens ™ and Leni Van Goidsenhoven”
Department of Philosophy. University of Antwerp, Antwerp, Belgium

The dominant discourse surrounding neurodevelopmental conditions such as autism and ADHD emphasizes
biological explanations. Neurodevelopmental conditions are conceived as different types of brains, the result of
different types of genes. This way of thinking is present both in medical research and in clinical practice.
Indeed, it is widely acknowledged that the idea of having a biological diagnosis helps people see beyond blame
and guilt. It aids acceptance. However, simplistic approaches to biology risks neglecting the experiences and
stories of autistic people in favor of finding etiological causas. At the same time, there is growing awareness
that risks, functioning, and resilience are not solely defined by genes and brains but have a cultural and
experiential component as well. Furthermore, atypical cognitive trajectories are not straightforwardly
associated with poor outcomes. In this paper we describe the concept of developmental diversity as an
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R2D2-MH: cocreation A
R2D2

Mental Health

Funded by
the European Union

Participatory research: Nothing about us without us
Focus on resilience. What makes neurodivergent people flourish?
Aims and concepts are cocreated

What do neurodivergent people find importance?

How to integrate this also in science that talks about brains
and genes?

Challenges and opportunities:
How to engage people with intellectual disabilities
How to cocreate from the start (agenda setting, grant writing)

How to make sure that autistic people feel heard and at ease
in a big consortium

24



EPANEMA

* Empowering Parents of Autistic children through.
Neurodiversity-Affirmative Psychoeducation

* Through:

* Interviews with autistic researchers, neurodiversity scholars,
autistic parents and autistic doctors.

Research Foundation
Flanders
Opening new horizons
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