
Co-production in a neurodiversity context
EDI Caucus 2nd October 20205

Professor Almuth McDowall  a.mcdowall@bbk.ac.uk
Birkbeck University of London



What I will talk about

• Co-design and co-production 
(and a bit of co-creation)

• Neurodiversity and advocacy
• Our Neurodiversity in Business 

Funded research 
• Our ACAS funded research
• What does it all mean



Doing research together

Co-design
Collaborative approach
Established history in public 
health research – to ensure 
benefits for end users
Shape research questions, 
methods and outcomes

Co-production
Equitable partnership of 
stakeholders: researchers, 
practitioners, the public
Shared power and responsibility, 
mutual learning, genuine inclusion 
especially of marginalised groups



Co-production

Why?

• What are our motivations?What? Knowledge and 
understanding

Research 
methodology

Outputs and 
outcomes



Food for thought? 

Co-creation (De Silva et al, 2021)

• Creating social AND business 
value while addressing economic 
and societal challenges

• Across science, technology, 
society

• Key actors are academics, 
workplaces, policymakers, third 
sector, citizens



Neurodiversity
The not so new EDI kid on the block?







What is happening in practice and public spaces 
regarding neurodiversity?

Organisations
Very varied levels of knowledge
Very varied levels of support
Barriers to access diagnosis and 
healthcare

Strong advocacy movement

Employee resource groups

Emphasis on lived experience



What brought me to the topic?

• Overfocus in research on 
children and adolescents

• Irrational organisational practice 
–autism at work programmes

• Experience of my diverse family



How we work



Our research centre advisory board

Practitioners and 
academics

Different 
neurotypes

Different 
intersecting 

identities

Different disciplines/ 
backgrounds: health 
economics, disability 

practitioners, DEI 
researchers, 

psychiatry, member 
of parliament



Why the board is essential to our centre

Critical friends Meeting twice a year Direct input into 
research



Why co-production is 
essential in 
neurodiversity research

Multiple marginalisation likely

Much research rooted in medical 
model – people need fixing, 
“burden to society”

Different neurotypes think 
differently – nuanced interpretation



Our NiB funded research



NIB

• UK charity
• Run by volunteers with little paid 

help
• End beneficiaries – people at 

work



Co-production
Blue-print

Focus on instructions 
and layout as well as 

wording

Bespoke items and 
measures

Testing

Community 
information session

Reference group



What we learned – first set of lessons

• We need to put more emphasis on instructions and framing in online 
research to avoid misunderstandings

• Neurodivergent people are very concerned about what happens to 
their data

• Who is ‘business’?



What we learned about constructs -  psychological safety

Original conceptualisation
• OK to make mistakes at work
• OK to give direct feedback
• Shared learning
• Team or individual construct

Neurodivergent interpretation
• Being comfortable to express 

authentic self
• No need to mask or camouflage
• Existing measures don’t really 

capture this



What we learned about our outputs

2023 Report

• PDF format, nicely typeset
• Simple wording
• But not very accessible as not in 

HTML format

2024 report

• Produced by community 
volunteers who focused on 
accessibility

• Request for data in different 
formats

• Doesn’t get read or cited



Acas research



ACAS research - neuroinclusion

Research 
questions

Triangulated 
approach

Case studies – 
employer 

perspective

Consultation: 
advanced practice 

and lived 
experience

Lived experience 
review before 

publication

Dissemination 
through multiple 

media and 
channels

Research designed 
with accessibility in 

mind



What we learned about our audience

• Dispelling the “manager as ogre myth”
• Not easy to distil academic research into simple messages
• Multiple channels for dissemination appreciated – we reached nearly 

50 countries in live session



What we learned about the outputs

• Clear accessibility guidelines
• Easy to read for everyone does not mean easy to access for everyone
• There is no thing such as “universal design”



Further lessons – managing the unforeseen

• Surprise community guests in expert consultation
• Expectation that all needs can be met in the moment
• Sometimes the aim of the research has to take precedence 



What we do to address co-production

Funding from non-traditional sources where co-creation is part of the 
brief
Refine research questions and foci in genuine collaboration – e.g. NiB 
research
Have research protocols and tools reviewed and scrutinised
Iterative reviews as the research takes place to help make sense of the 
data – abductive approach



What I have learned so far

• Lived experience co-production can elicit very direct feedback
• Collaboration and accessibility does not mean ‘anything goes’
• Need to be explicitly clear in communication and instructions
• Some of our institutional protocols are hard to grasp – e.g. standard 

ethics forms
• Funders don’t necessarily get what we are trying to do – give up, go 

elsewhere, do unfunded research?



Circling back to co-creation
Benefiting the citizen
Spontaneous positive feedback 
from ‘end beneficiaries’
Thoughtful and surprising insights 
also about the global community
Business benefits
As a researcher, you can’t control 
“what lands”
Societal benefits
Long timeframes



Your questions?

Professor Almuth McDowall, a.mcdowall@bbk.ac.uk

mailto:a.mcdowall@bbk.ac.uk


Useful references for follow up

• Addressing societal challenges through the simultaneous generation 
of social and business values: A conceptual framework for science-
based co-creation – ScienceDirect

• Co-production: The State of the Art in Research and the Future 
Agenda | VOLUNTAS: International Journal of Voluntary and 
Nonprofit Organizations

https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://www.sciencedirect.com/science/article/abs/pii/S0166497221000493
https://link.springer.com/article/10.1007/s11266-012-9307-8
https://link.springer.com/article/10.1007/s11266-012-9307-8
https://link.springer.com/article/10.1007/s11266-012-9307-8
https://link.springer.com/article/10.1007/s11266-012-9307-8
https://link.springer.com/article/10.1007/s11266-012-9307-8
https://link.springer.com/article/10.1007/s11266-012-9307-8


Thank you. Any 
questions? 
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