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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
• 2014: ethics of autism genetics

• 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 NeuroEpigenEthics



Neurodiversity? 

• “Neurodiversity is a term that describes the natural variation 
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. 
• 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, 
• Requesting inclusivity. 
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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. 



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

• 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











Bioethics and development
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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
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R2D2-MH: cocreation



EPANEMA

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

• Through:
• Interviews with autistic researchers, neurodiversity scholars, 

autistic parents and autistic doctors. 
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