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Abstract

Purpose of Review Inclusive research practices are important for neurodevelopmental studies, facilitating the involvement
of community members throughout the research process. Highlighting this value, we reiterate our previously proposed
framework for inclusive research practice and present a selection of case studies showcasing successful implementation of
inclusive approaches.

Recent Findings Across four invited case studies, authors illustrate how neurodivergent people can be effectively involved
in research, providing meaningful input and shaping outcomes. Our report concludes that these case studies underscore the
significance of building relationships, prioritizing community well-being, and considering diverse identities in neurodevelop-
mental research. We call for careful evaluation of the impact of inclusive practices on community representatives and advocate
for enhanced reporting in academic journals, and use of online repositories to share the materials that support coproduction.
Summary Despite the recognized benefits, a lack of detailed reporting on inclusive methods poses a challenge for research-
ers. This report provides valuable insights for researchers aiming to instigate, establish or develop their inclusive practice.

Keywords Coproduction - Codesign - Inclusion - Neurodevelopment - Neurodiversity - Participatory methods - Case study

Introduction

Inclusive research takes place when members of the com-
munity who are the focus, intended beneficiaries or planned
users of the research are involved in the process. It deploys
participatory methods in tasks such as defining research
questions, designing methods, collecting, analysing and
interpreting data, and disseminating findings. Inclusive
research can be delivered via various models which repre-
sent the degree of power, normally reserved to professional
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academic researchers, instead held by community represent-
atives [1]. Even within the broad categories described in this
previous article (Consultation, Partnership, Collaboration,
Citizen Science and Leadership) multiple specific ways of
doing participatory work are possible. For example, one type
of Collaboration is co-design, where community representa-
tives collaborate to set goals and design methods and / or
materials for a research study, intervention or output. Co-
production, another form of collaboration, suggests more
integrated involvement in the entire pathway, from design
to delivery and dissemination, with community members
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First Steps Towards
Inclusive Practice

Setting Expectations

Community-specific
inclusion measures

Inclusion and
Intersectionality

Empowering Community
Members

Knowledge Exchange

*Deciding who are the relevant stakeholders in the project
*Finding them, meeting them, inviting them to join you

« Establishing the context and constraints of the project
« Delivering clarity on the roles of different people involved

+ Considering what specific things people need to play an
active role in the project

»Understanding diversity of experience amongst
collaborators

« Cultivating an inclusive experience for everyone

*Ensuring partners feel confident to play an active role
»Making fair payment for skills and time

* Sharing the skills and knowledge needed to contribute
« Delivering transferable skills that partners can take away

Fig. 1 Elements of Inclusive Research Practice with Illustrative Researcher Actions

involved in data collection, analysis, interpretation and shar-
ing of findings.

Whatever the chosen approach, inclusive practice in
neurodevelopmental research is a moral imperative and has
practical benefit. Both motivations primarily derive from the
fact that neurodevelopmental diversity means that neurodi-
vergent people,! often having one or more neurodevelop-
mental diagnoses, experience the world in distinctive ways
[2]. There is no guarantee that a given research team will
include people who have lived experience of that neurotype,
especially in the context of systemic barriers for neurodiver-
gent academics [3]. Thus, it is usually necessary to be proac-
tive in bringing community representatives into the research
context, via inclusive practices. Involving neurodivergent
people can help researchers meet their moral obligations, in
relation to dismantling ableist beliefs and practices (often
constructed within academia), and result in pragmatic ben-
efits. These include improved data quality, effective recruit-
ment, and translational impact, among others.

' We use this term to collectively describe a number of people who
are often the focus of neurodevelopmental research, including people
with relevant clinical diagnoses (e.g. ADHD, autism, developmental
language disorder, developmental co-ordination disorder) or learning
difficulties (e.g. dyslexia, dyscalculia, working-memory problems).
The term is inclusive of people who fit these descriptions but whose
needs have not been formally identified or labelled, people with mul-
tiple such diagnoses, and people whose profile of needs is divergent
but lacks a classification.

@ Springer

In Fletcher-Watson et al. [1] we presented six elements
of inclusive research practice, illustrated above in Fig. 1.
This figure includes non-exhaustive indicators of researcher
actions within each element of the whole. We do not propose
this as a definitive theoretical model of inclusive research,
but instead as a useful reference or framework to support
researchers focused on neurodevelopment to embed inclu-
sive practices. It can be applied whatever type of participa-
tory approach is being used.

A frequently-noted limitation when it comes to the devel-
opment of inclusive practice is the difficulty of reporting
inclusive methods. The literature abounds with discussions
of why inclusion matters and principles of delivery but
accounts of methods of inclusion are rare [4—6]. These are
badly needed if researchers are going to be able to instigate
and evolve their participatory approaches [7]. This is often
because inclusive methods are normally only part of a pro-
ject, and journal articles rarely provide space for these steps
to be reported in any detail.

Here we respond to this limitation by inviting four case
studies of inclusive neurodevelopmental research. The pur-
pose of this report is to provide concrete examples of inclu-
sive practice at more length than currently customary within
academic papers, as a model for future brief reporting and a
resource for learning.
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Methods

Given the established context in which inclusive meth-
ods are under-reported, often consigned to supplementary
materials at best, or described in sparse detail, we were
unable to draw examples from a review of the literature.
Instead, we worked in professional networks to identify
case studies of good practice, using the following criteria
to guide our selection:

1. Inclusive practice relevant to the remit of the journal,
namely ‘developmental’ (working with children, young
people and / or families) and ‘disorders’ (inclusive of
neurodivergent people).

2. Case studies led by researchers with established inclu-
sive practice, who had developed their knowledge and
skills to a high level.

3. Case studies working across multiple diagnostic groups,
with groups having multiple diagnoses and / or with
people having no diagnosis. We wanted to showcase pro-
jects that had wide applicability to researchers regardless
of the population they are working with.

4. Case studies showcasing work across diverse settings
and applications: fundamental research, healthcare, edu-
cation and community.

Finally, while not a strict criterion, we limited ourselves
to UK-based case studies to bypass the need to establish
different local norms in terms of attitudes, diagnoses,
services and so on for each case study. However we note
the importance of inclusive practice everywhere in the
world and the particular need for inclusive methods when
researchers conduct research across national or cultural
lines. Case studies were invited to be written with refer-
ence to our framework (Fig. 1) and provide a range of
examples of how different research teams, in varying con-
texts, worked to embed inclusive practice.

A Community-based Initiative with Young
Families to Foster a Love of Reading,
by Holly Joseph

About our Project

Our community-based project aimed to foster a love of
reading in families living in a low-income urban area. We
know that children from less affluent families are much
less likely than peers to receive a diagnosis of dyslexia
[8]. It was therefore important to look beyond diagnosis
and work within communities to support family literacy

in an accessible and sustainable way. Through extensive
consultations, three main activities were co-developed,
delivered and evaluated: shared storybook reading ses-
sions for parents and toddlers, a book club for parents,
and a summer school for preschool children. Our project
was a collaboration between university researchers, com-
munity researchers (local people who are trained by the
university to conduct research), local parents, and com-
munity leaders.

First Steps Towards Inclusive Practice

Our approach was informed by the concept of family and
intergenerational literacy [9], which emphasises the influ-
ence of parental literacy on children’s engagement with
reading, so parents were our key target group. We capital-
ised on existing relationships formed through participatory
research projects within the university [10] to set up meet-
ings with community leaders: local councillors, teachers,
charity workers, youth workers, social workers, librarians,
and community centre leaders. These conversations helped
us to understand community perceptions, revealing that past
government initiatives had often been viewed as patronising
or out of touch, and this informed how we then approached
families.

Setting Expectations

Establishing expectations was a significant challenge due to
differing communication styles of researchers and commu-
nity members. For example, many parents preferred texting
over email and were initially hesitant to engage with formal
information sheets and consent forms. Flexibility was there-
fore essential in the early stages of relationship-building.
Community researchers, already embedded in local groups
with established social networks, played a key role in main-
taining this flexibility. Once trust was built, it became pos-
sible for parents and researchers to communicate clearly and
effectively, ensuring, for example, that we followed agreed
institutional and research ethics procedures while respecting
the preferences of participating families.

Community-Specific Inclusion Measures

Ensuring the research design was tailored to community
needs was our primary objective. One key element was
the selection of meeting and event locations. Initial plans
to involve local nursery and primary schools were revised
when parents expressed negative associations with these set-
tings. Instead, locations that parents found welcoming and
safe were chosen (e.g. cafés and community centres). Pro-
viding refreshments, compensating for time, and offering
free childcare at all meetings and activities were essential

@ Springer
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inclusion measures. These efforts helped reduce barriers to
participation and demonstrated respect for the parents' time
and commitment. Clear and respectful communication was
also critical to avoid the perceived condescension of past
initiatives.

Inclusion and Intersectionality

Many parents and community members faced multiple forms
of marginalisation, creating barriers to self-advocacy. All
participating parents were women, some of whom had
experienced trauma, which in turn affected their wellbeing
and engagement with educational activities. Conversations
revealed that many had been met with barriers to learning
in school, particularly related to attention and literacy. As
well as adapting any written information to increase acces-
sibility, we addressed these multiple intersecting identities
by listening, not making assumptions, and focusing on sup-
porting families holistically, rather than through the lens of
diagnostic categories, gender or trauma. We deliberately
didn’t ask for diagnostic status, partly because of known
underdiagnosis of literacy difficulties in low-income fami-
lies, but also to resist a categorisation which does not reflect
the complexity of intersecting identities.

Empowering Community Members

Employing and training people as community researchers
was a powerful part of the project. Our community research-
ers were also local parents which meant that they could build
on existing strong relationships, sharing their stories and
facilitating contact with other community members. Com-
munity researchers, selected for their diverse expertise and
experience, were involved in designing sessions, recruiting
families, conducting interviews, and contributing to data
analysis. In addition, both parents and community research-
ers helped disseminate findings to non-academic audiences,
including the media, the local council, and the local Member
of Parliament. They were also recognised in research bids,
co-authored papers, and were nominated for research awards.
This acknowledgment underscored the project’s commitment
to genuine community involvement and empowerment.

Knowledge Exchange

The project allowed the university researchers to understand
the experiences and stories of local parents that feed into
children’s early literacy experiences. Because the nature of
the project demanded their attention and time in the com-
munity, a deeper understanding of the context was gained,
and they will take this to future projects. The community
researchers learnt research skills and gained experience
engaging with the media and policymakers. Local parents

@ Springer

reported multiple benefits from participating in our project
including forming new friendships, rediscovering reading,
and one parent went back to college to gain qualifications
and has recently been offered a place at university.

Inclusive Research on Post-diagnostic
Support for Autistic Young People, by Laura
Crane

About our Project

Our team of academics partnered with a charity who wanted
to design and deliver a post-diagnostic peer support pro-
gramme for autistic young people. The charity wanted the
programme to be co-designed with autistic young people
and underpinned by collaborative research with this group.
The charity’s brief was that the research needed to (1) review
existing research to inform programme content, (2) iden-
tify how to ensure that the programme was inclusive of a
broad range of autistic young people, and (3) evaluate the
co-design and pilot of the programme. Within this broad
brief, there was flexibility in the design of the research, and
a summary of the work is available in Redmayne et al. [11].

First Steps towards Inclusive Practice

The charity we partnered with is not Autistic-led. However,
the charity runs a Youth Network, comprising autistic young
people (16-25 years), who meaningfully contribute to the
charity’s work and are financially compensated for their
involvement. The charity advertised for six members of the
network to collaborate on different elements of the research.
Collaborators were purposefully recruited so that their back-
grounds/expertise were directly relevant. For example, we
specifically sought collaborators who identified as having at
least one minoritised identity since our research was exam-
ining how to make the peer support programme maximally
inclusive (see [12]).

Setting Expectations

The charity had clear expectations around involvement of
their young people, in terms of how roles were advertised
and undertaken. The academics ensured that the charity’s
procedures and policies were followed, so that collabora-
tors were aware of the funding available for the role, the
time commitment involved, and the format by which they
could contribute. This approach was felt to foster a sense of
familiarity for the collaborators, and a staff member from the
charity provided oversight and support throughout.
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Community-Specific Inclusion Measures

Together with our collaborators, we identified three autism-
specific inclusion measures that underpinned the success of
the research (see [13]). First ‘maximising success through
preparation’, e.g., taking time to develop clear rules of
engagement for online meetings and sticking to these. Sec-
ond, ‘facilitating effective and respectful communication’,
e.g., through explicitly encouraging respect for diverse opin-
ions. Finally, ‘empowering meaningful collaboration’, e.g.,
by giving agency over the topics to be addressed, and in
what order.

Inclusion and Intersectionality

Conscious of the diverse range of collaborators involved in
the project, with various intersecting identities, every mem-
ber of the team provided a one-page profile that included
information about the person, such as how they could best be
supported during the research process. Profiles were shared
at the start of the collaboration and, crucially, were acted
upon. For example, one of our collaborators required a Brit-
ish Sign Language (BSL) interpreter, so we ensured that one
was present at all meetings. Guidance around best practice
for BSL interpretation in online meetings was also followed.

Empowering Community Members

Our collaborators had varied experience of research, so we
spent time learning about their backgrounds, and what they
hoped to gain from taking part. We aimed to support the
development of collaborators’ research literacy through
activities such as running ‘journal club’ discussions for the
sub-group involved in our literature review. Specifically,
we introduced them to quantitative and qualitative journal
articles. We navigated them through these research reports,
before engaging in structured discussions about the quality
of the work and the implications for practice (see [13]).

Knowledge Exchange

Upskilling all involved in the project was a significant out-
come of the work. For example, the collaborators benefitted
from developing their research knowledge and expertise, and
they gained important transferable skills to take into educa-
tion and/or employment. The charity benefitted from work-
ing alongside academic researchers, learning how high-qual-
ity research design could inform the services they offered,
complementing the insights gained from the autistic young
people. Finally, the academics benefitted from modelling
the charity’s existing inclusive working practices and gained
valuable insights from the collaborators regarding aspects
of research design and delivery to inform future projects.

Participatory Approaches to Improve
Translational Neuroscience by Georgia
Pavlopoulou, Steve Lukito & Eloise Funnell

About our Project

The Regulating Emotion — Strengthening Adolescent
Resilience (RE-STAR) is a Medical Research Council/
UK Research & Innovation-funded multi-disciplinary
research programme that aims to reduce risk of depression
in secondary school students with a diagnosis of autism
and/or ADHD. From the start, the programme included a
group of neurodivergent young people as advisors. During
the first year, we ran a series of online meetings to define
together and activate mechanisms that would allow them
to fully integrate within RE-STAR team as co-researchers
[14]. We are now entering the third year of our collabora-
tive partnership, and the youth co-research group is firmly
embedded within all RE-STAR work packages.

First Steps towards Inclusive Practice

In 2023, funding was awarded to an academic and two
youth-co-researchers from RE-STAR to establish a second
co-researcher group of young people, co-designing and
co-delivering the optimal electroencephalography (EEG)
lab setting for young neurodivergent participants. Youth
co-researchers were recruited through open calls to join
the team in roles including EEG study designers, data col-
lectors, systematic reviewers, and data analysts.

Setting Expectations

The collaboration was built on our existing co-produced
duty of care protocol and a set of principles for conducting
participatory research [14], which include among others:
shared passion for the study,team commitment to the goal
of improving the life chances of neurodivergent young
people; trust and confidence founded on transparent com-
munication among team members.

We aimed to co-produce an EEG study protocol in
the first three months, and to execute the study plan sub-
sequently. The organisation of the programme, which
incorporated comments and feedback from the youth co-
researchers, consisted of weekly planning meetings — and
later, monthly reviews — reflection sessions, and regular
journalling. These were all clarified in a weekly/monthly
planner and briefing document emailed to applicants. One-
to-one meetings were arranged to discuss further questions
and provide additional reassurance for co-researchers with
no scientific background.

@ Springer
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Youth co-researchers were expected to attend a set of
meetings, or watch their recordings when unable to attend.
Missing attendance did not impact on remuneration, and
opportunities for one-to-one catch-up sessions were pro-
vided for those who missed more than one meeting in
succession.

Community-Specific Inclusion Measures

We used a mixture of modalities to facilitate communication
between academic and youth co-researchers. Co-researchers
provided regular verbal and written feedback using Padlet,
email and Zoom meetings which supported us to respond to
young peoples’ preferences. Training needs were recorded,
and training plans were co-developed. Induction sessions
were mostly arranged online after work hours, allowing the
youth co-researchers to participate from the comfort of their
familiar surroundings. Data collection sessions were at the
weekend, and organised so that young co-researchers could
be involved with several sessions within a single day trip.

Inclusion and Intersectionality

In addition to being neurodivergent, some of the co-research-
ers have mental health and physical disabilities. Specific
travel conditions (e.g., quiet trains, travel with supportive
partner) were accommodated, as well as non-speaking
ways of participating during online meetings. Respecting,
and monitoring for any change in people’s preference for
expressing their identities, e.g. via their pronouns, is part
of our day-to-day work. An ongoing challenge has been to
recruit young co-researchers from underrepresented ethnic
groups. We have been networking with local charities to
understand better how to overcome this during advertise-
ment and recruitment.

Empowering Community Members

Co-researchers were reimbursed for their training, prepa-
ration and meeting time. The academic team ensured that
youth co-researchers have been consistently offered co-
authorship opportunities and public speaking opportunities.
Co-researchers routinely share the conference stage as equal
contributors (e.g. EUNETHYDIS 2022 and ITAKOM 2023)
— where talk about science and their own experience are
interwoven. The latter entailed rigorous written and visual
task planning, collaborative iterations on creation of slides
and rehearsals in subgroups. Peer support and academic sup-
port before, during and after the event was made available
and personalised to the needs of each team member.

@ Springer

Knowledge Exchange

No prior experience was necessary for co-researchers, and
induction training included online sessions on quantitative
research, EEG methods and research ethics as well as in-
person session for EEG data collection. This enabled youth
co-researchers to be fully involved in formulating study
rationale, research question and hypothesis, and in decision-
making over study design, measures, and tasks.

Our young co-researchers have led a series of public
events to share our methods and findings. One wrote a blog
entry about their participatory research experience in the
institutional “King’s Engaged Researchers” online forum
[15], while another co-first authored a scientific poster out-
lining our research plan in a conference [16]. With other
participatory research groups, we have recently produced
an exhibition titled “Experts by Experience: Who Knows
Best?” and a manifesto of participatory research.

Designing Resources for Whole-class
Learning About Neurodiversity

in Mainstream Primary Schools, by Alyssa M.
Alcorn

About our Project

The Learning About Neurodiversity at School (LEANS) pro-
ject designed and evaluated a teacher-delivered, whole-class
programme to educate children aged 8—11 about neurodiver-
sity and neurodivergence and foster more inclusive attitudes
and actions [17-19]. LEANS’ research leadership group
was neurodiverse, including academic researchers, neuro-
divergent community members, and a charity partner. The
funder’s remit was unusually open, committing us to create a
neurodiversity resource for UK mainstream primary schools
(i.e. schools that are not specialised provision for disabled
pupils)—and to develop its goals, content, format, and deliv-
ery through participatory work with “adult experts”. This
case study focuses on the initial design process.

First Steps towards Inclusive Practice

We first “designed the design”, outlining seven iterative
cycles of idea generation tasks and decision-making meet-
ings. We developed a pre-specified Participatory Design
Team (hereafter, the design team) member role, similar to a
job description, before approaching prospective members.
It explained responsibilities, timeline, and pay as well as
the design phase and team’s fit within the larger project.
Crucially, it stressed non-negotiable project constraints, such
as age group, and that prospective team members had to be
willing to work within the currently-funded remit.
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Both lived experience of neurodivergence and work in
education settings were equally essential for the role. We
advertised primarily through the researchers’ educational
contacts, inviting applications for the team. Research-
ers independently scored design team candidates, seeking
to include a range of lived and professional experiences,
to maximise geographic diversity, and to represent other
diverse experiences as far as possible (e.g. social/economic,
cultural, religious, LGBT + communities). We invited eight
members to form the final design team.

Setting Expectations

Expectations were already set to some degree by the team
member role description. Before work began, we also pro-
vided a design handbook documenting background informa-
tion, planned process and timeline, people’s roles, and prac-
ticalities (e.g. use of online platforms, payment). It set out
key rules/procedures such as the quorum for binding deci-
sions, and complaints processes. All researchers and design-
ers were additionally required to sign a conduct agreement.

Community-Specific Inclusion Measures

With neurodiverse research and design teams, our inclusion
measures focused on 1) clear and consistent communica-
tions about plans and expectations, and 2) offering flexibility
where possible (and being clear if and when this was not
possible). Examples of clear communication included the
aforementioned design team handbook, setting and adhering
to conventions for labelling deadlines and actions (e.g. in
team e-mails), and publicising required decisions ahead of
live meetings. Examples of flexibility included on-demand
technical help, asynchronous tasks within each design cycle,
and dedicated channels for offline follow-up/additions to live
meetings. All options were available to everyone as standard.

Inclusion and Intersectionality

The final team was highly diverse in experience, location,
and types of schools/communities, but not in cultures/
ethnicities, highlighting an area for improvement. Partly
in response to this, a later dedicated consultation study
recruited experts by experience (i.e. people with minority
identities) to shape our visual and written representation of
diversity (gender, ethnicity, disability, culture) in project
materials.

Our all-online design process, implemented out of neces-
sity due to 2020 lockdowns, was ultimately beneficial and
popular. It facilitated a more diverse, geographically dis-
persed team (including from remote/rural schools) and was
more logistically manageable for people with caring respon-
sibilities. Working online also removed additional burden

from team members, associated with travel and meeting in
an unfamiliar place, and was advantageous to our budget.

Empowering Community Members

This case study describes the first phase of a participatory
design project, in which an educator design team contributed
to initial development of a classroom resource. We were
up-front with team members that development was iterative,
and the resource would continue evolving in later phases due
to planned consultation studies [20] and other stakeholder
input. Evaluation, data analysis, and reporting were outwith
the design team's role. Participatory design, rather than full
co-design, was the right choice for our resourcing and aims,
and design team members were empowered to act within
that framework.

LEANS planned the extent and number of design team
roles based on our budget to pay contributors an hourly rate
for their time and experience. In every design cycle, team
contributions were creative and plentiful, generating exten-
sive discussion. Between finite budget and tight timing, we
perceived (at the planning stage) a major risk of becom-
ing ‘stuck’ on early design issues, leaving LEANS with no
design team involvement at later stages. For this reason,
the design process sought democracy where possible, but
researchers held final decision-making power to ensure the
overall process kept moving, even where we did not reach
consensus.

Knowledge Exchange

The greatest flow of knowledge was from the design team
to the researchers, sharing insider information about profes-
sionals’ needs and tasks in primary school environments, for
example around lesson-planning, current inclusion practices,
parent interactions, and sources of conflict. Team discus-
sions revealed huge variability across school systems and
individual practices, highlighting the importance of includ-
ing content to explicitly guide local decisions about the pro-
gramme—but also providing a space for knowledge-sharing
between peers within the team. Design team members also
highlighted conflicts between research and school practices.
For example, talking about “potential harms” (common lan-
guage in ethics forms and participant information) as scary
and disproportionate, versus using the familiar language
of safety and risk management. This process positioned
design team members clearly as experts and the researchers
primarily in a learning and synthesising role. Design team
members were credited, according to their preference, in all
released materials and acknowledged in publications. They
have frequently contributed to public-facing events such as
the resource launch, and many continued to be involved in
later research developments.
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Final Summary

These case studies reflect excellence in inclusive research
practice in a range of projects. In different ways, each of
them effectively brings community representatives into the
research process, as decision-makers and influencers, not
merely as passive subjects. Here we draw out some common
reflections towards our two goals of improving reporting and
facilitating learning in this area.

Notably, all of the teams have established inclusive prac-
tice as a norm, and it is clear that their capacity to build on
pre-existing relationships was advantageous. When research-
ers have a positive reputation within the relevant community
this can deliver a strong response to open recruitment calls
and sometimes result in invitations to join community-led
projects. Experience with community co-working can also
help when it comes to navigating challenging boundaries
— for example when institutional risk aversion and gov-
ernance standards (e.g. informed consent models) conflict
with a desire to share control more equally [21]. Readers
for whom inclusive practice is brand new should make a
gentle start, and focus on relationship-building and modest,
short-term gains. For example, helping to identify priority
questions for a new project via a focus group. Early work can
then provide foundations for more ambitious collaboration
in the future —it is clear that each project represented here
is part of a longer timeline of past investment and future
planning.

Inclusive practices prioritise comfort and wellbeing of
community members as a matter of course, though research-
ers may have to confront some productive discomfort. Each
case study gives examples of how researchers considered
the past experiences and current needs of their community
partners, not just in order to facilitate effective involvement,
but to make the process manageable, rewarding and enjoy-
able. In contrast, research data collection — while it obvi-
ously aims to avoid harm or distress — is less concerned with
enjoyment. Success in this regard is a key part of retaining
community partners, not just for the life of the project but
building long-term capacity as well, as demonstrated in the
RE-STAR project evolution.

Projects reported here balance varying degrees of recog-
nition and responsibility. Community partners had differ-
ent levels of decision-making power and are acknowledged
proportionately. Importantly, we reject the notion that good
inclusive practice always means maximising community
partner power [22]. In some cases, closely-defined roles can
be more achievable for partners with limited time to con-
tribute and balancing other responsibilities. Knowing that
the researchers bear ultimate accountability can be liberat-
ing, and minimises community partners’ reputational risk.
Honesty about the nature of the community roles and their
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decision-making power is a crucial part of allowing different
research teams with varying budgets to engage with relevant
communities, even when resource is constrained.

These projects give due consideration to the multiple
identities of their community partners, both in terms of
ensuring respectful day-to-day communication, and con-
sidering relevance to the project goals. It’s important how-
ever to note that the concept of “representativeness” as it is
understood in quantitative research has limited utility here.’
When working with a group of a dozen or so advisors, we
simply can’t claim to “represent” broader communities — cer-
tainly not in the sense in which this is used when talking
about study samples. Instead, we should strive for diversity,
such that collaborators bring a range of perspectives that
can collectively improve the outcomes of research through
variety in ideas, and perhaps also a degree of constructive
friction [23]. Targeted inclusion of under-represented groups
can push back against marginalisation [24].

Evaluating the success of inclusion measures and the
degree of knowledge exchange and empowerment can be
part of a continuous quality improvement process. In the
projects described here, teams engaged in reflective dis-
cussions and feedback activities of various kinds but more
formal quantification, reporting of benefits and identifica-
tion of improvements, remains rare. It is unclear what ideal
practice looks like in this regard [25]. Some kinds of meas-
ures could devalue community contributions, by positioning
them almost as recipients of an “empowerment intervention”
rather than valued, expert collaborators. Exit interviews or
conscious reflective discussions may be more appropriate
than surveys or feedback forms.

Reporting on participatory methodologies continues to
be challenging in the absence of space to do so in most
journals where neurodevelopmental research is published
[26]. Making reporting compulsory can build trust and
deliver benefits [5], but also cause problems if this puts
pressure on authors to share personal aspects of their iden-
tity [4]. Meta-researchers have called on journal editors
to provide additional space to report community involve-
ment [6] and, in an age where most journals are accessed
digitally there is no reason not to do so. In the meantime,
we call on authors to use supplements to provide detailed
reporting on involvement methods, and to consider sharing
their materials on open science platforms, as in the case of

2 In quantitative research, representativeness is usually used to refer
to whether a sample of people have the same demographic properties
as the wider population from which they were drawn — e.g. a sam-
ple of people with migraine would be majority-female. In qualitative
research, representativeness instead can refer to whether the findings
from an analysis accurately represent the underlying voices of the
participants, directly assessed via measures such as member checking
[28].
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this package of materials designed to facilitate recruitment
of community representatives [27]. The authors invited
to share case studies for this article found it relatively
straightforward to follow our proposed reporting frame-
work, which may prove useful as a model more generally.

In conclusion, these case studies provide exemplars
which we hope researchers can use to motivate and evolve
their participatory research practice. At the same time,
they expose challenges in the field and illustrate why inclu-
sive research is both difficult and necessarily bespoke to
the population and topic under consideration. We encour-
age readers to take steps towards greater power-sharing
with neurodivergent people in pursuit of research that is
respectful, excellent and useful.

Acknowledgements HJ would like to thank Daisy Powell (Co-PI), Elli
Walker, Rinna Puno-Levett, Roohul Hussain, Trisha Bennett and Mat-
thew Breadman. HJ’s work was funded by the John Sykes Foundation,
Research England and Friends of Reading. LC would like to thank Jade
Davies, Ben Redmayne, Leon Allain, Susannah Carter, Molly Healy,
Labeebah Islaam, Lucy Portway, Grace Thompson, Kate Cooper and
Will Mandy. Their work was funded by Ambitious about Autism. GP,
SL and EF would like to acknowledge that the work described here
has been co-designed and co-delivered with RE-STAR team members
Edmund Sonuga-Barke (PI), Susie Chandler, Myrofora Kakoulidou,
Angus Roberts, Sylvan Baker (Deputy PI), and Youth Researcher Panel
members Jordan Altimimi, Beta Balwani, Saskia Barnes, Tiegan Boy-
ens, Zo€ Glen, Cj Harris, Charlotte Hillman, Luke Harvey-Nguyen,
Issy Jackson, Amber Johnson, Elisa Ly, Elizabeth Macauley, Maciej
Matejko, Dorian Poulton, Anya Rose, Darren Webb, and Archie Wil-
son. The RE-STAR programme is supported by the Medical Research
Council (grant number MR/W002493/1), and the Youth Researcher
Panel has received additional funding from the Participatory Research
Seed Funding from King’s College London. AMA would like to thank
the other members of LEANS leadership group (Dinah Aitken, Fergus
Murray, Liam J. J. Peacock, Sarah McGeown, Sue Fletcher-Watson,
and Will Mandy) and the LEANS participatory design team (Amy Nic
Thaidhg, Chris Rigby, Erin Marie Tschiderer, Fiona McBryde, Joan
McDonald, Kate Bradley, Kirsten Duncan, Sarah Douglas). Their work
was funded by The Salvesen Mindroom Research Centre Scientific
Advisory Board. SFW and CC would like to thank Fergus Murray,
Kabie Brook and Sonny Hallett for their wisdom and partnership over
many years, and intellectual contributions to the ideas underpinning
this paper.

Author Contributions SFW and CC wrote the main manuscript text
and collated case studies. SFW prepared figures. HJ, LC, GP, SL, EF
and AMA contributed case studies. All authors reviewed and edited
the entire manuscript.

Data Availability No datasets were generated or analysed during the
current study.

Declarations

Human and Animal Rights This paper does not report any studies with
human or animal subjects performed by the authors.

Competing Interests SFW reports that the LEANS case study reports
on creation of a classroom resource which is now available as a free
download. While none of the authors of the resource will gain finan-

cially, we do stand to make reputational gains if the resource is viewed
positively, used and cited

LC reports grants from Ambitious about Autism during the conduct
of the study; and the work that LC reports in this paper underpinned
a subsequently awarded grant from the National Institute of Health
Research (NIHR), which LC is involved in as co-investigator.

GP reports funding from NHS England to direct National Autism
Trainer Programme and training workforce in NHS.

AMA reports personal fees from NHS Fife, personal fees from London
Autism Clinical Excellence Network, personal fees from Middletown
Centre for Autism outside the submitted work; and that the LEANS
case study in this paper reports on creation of a classroom resource
which is now available as a free download. While none of the authors
of the resource will gain financially, we do stand to make reputational
gains if the resource is viewed positively, used and cited.

HIJ, SL, EF & CC declare that they have no conflict of interest.

Open Access This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long
as you give appropriate credit to the original author(s) and the source,
provide a link to the Creative Commons licence, and indicate if changes
were made. The images or other third party material in this article are
included in the article’s Creative Commons licence, unless indicated
otherwise in a credit line to the material. If material is not included in
the article’s Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will
need to obtain permission directly from the copyright holder. To view a
copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.

References

1. Fletcher-Watson S, Brook K, Hallett S, Murray F, Crompton CJ.
Inclusive practices for neurodevelopmental research. Curr Dev
Disord Rep. 2021;8:88-97.

2. Pellicano E, den Houting J. Annual research review: Shifting from
‘normal science’ to neurodiversity in autism science. J Child Psy-
chol Psychiatry. 2022;63(4):381-96.

3. Jones SC. Autistics working in academia: What are the barriers
and facilitators? Autism. 2023;27(3):822-31.

4. Fletcher-Watson, S. (2024). Reporting Participatory methods and
author positionality in autism. Autism, forthcoming. https://doi.
org/10.1177/13623613241266950

5. Tan DW, Crane L, Haar T, Heyworth M, Poulsen R, Pellicano L.
Reporting community involvement in autism research: Findings
from the journal Autism. Autism. 2024. https://doi.org/10.31219/
osf.io/g89w4.

6. Weschke S, Franzen DL, Sierawska AK, Bonde LS, Strech D,
Schorr SG. Reporting of patient involvement: a mixed-methods
analysis of current practice in health research publications using
a targeted search strategy. BMJ Open. 2023;13(1):e064170.

7. Pickard H, Pellicano E, Den Houting J, Crane L. Participatory
autism research: Early career and established researchers’ views
and experiences. Autism. 2022;26(1):75-87.

8. Knight C, Crick T. The assignment and distribution of the dyslexia
label: Using the UK Millennium Cohort Study to investigate the
socio-demographic predictors of the dyslexia label in England and
Wales. PLoS One. 2021;16(8):¢0256114.

9. Hanemann U. Learning Families: Intergenerational Approach to
Literacy Teaching and Learning. Hamburg: UNESCO Institute
for Lifelong Learning; 2015.

@ Springer


http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1177/13623613241266950
https://doi.org/10.1177/13623613241266950
https://doi.org/10.31219/osf.io/g89w4
https://doi.org/10.31219/osf.io/g89w4

7 Page 10 of 10 Current Developmental Disorders Reports (2025) 12:7
10. Lloyd-Evans S, Oenga E, Zischka L, Mpofu-Coles A, Woronka R, 19. Alcorn AM, McGeown S, Mandy W, Aitken D, Fletcher-Watson
Oveson M, Hookway D, Cleaver M, Duval S, Karanja E, Gomma S. Learning About Neurodiversity at School: A feasibility study
T, Neupana K, Ashcroft L, Clare S, Ma D, Sundhararanjan H, of a new classroom programme for mainstream primary schools.
Watson P, Tatys K. Participatory action research: A toolkit. Uni- Neurodiversity. 2024;2:27546330241272184.
versity of Reading; 2023. 20. Zahir R, Alcorn AM, McGeown S, Mandy W, Aitken D, Murray
11. Redmayne, B., Allain, L., Carter, S., Healy, M., Islaam, L., Port- F, Fletcher-Watson S. Short report: Evaluation of wider commu-
way, L., ... & Crane, L. (2023). Research on post-diagnostic sup- nity support for a neurodiversity teaching programme designed
port for autistic young people. Ambitious about Autism https:// using participatory methods. Autism. 2023. https://doi.org/10.
discovery.ucl.ac.uk/id/eprint/10178344/8/ambitious-about- 1177/13623613231211046.
autism-post-diagnosis-research-report.pdf 21. Wilson E, Kenny A, Dickson-Swift V. Ethical challenges of com-
12. Davies, J., Islaam, L., Carter, S., Redmayne, B. J. M., Mr, Cooper, munity based participatory research: exploring researchers’ expe-
K., Mandy, W., & Crane, L. (2023). Examining the support expe- rience. Int J Soc Res Methodol. 2018;21(1):7-24.
riences of autistic young people with multiple marginalised identi- 22. Long JW, Ballard HL, Fisher LA, Belsky JM. Questions that won’t
ties in the United Kingdom. https://doi.org/10.31219/0sf.io/ybm2a go away in participatory research. Society & Natural Resources.
13. Davies J, Redmayne B, Allain L, Portway L, Mandy W, Cooper 2016;29(2):250-63.
K, Crane L. The codesign and initial evaluation of a peer support 23. Jagosh, J., Macaulay, A. C., Pluye, P., Salsberg, J. O. N., Bush,
program for autistic young adults. Autism in Adulthood. 2024. P. L., Henderson, J. I. M., ... & Greenhalgh, T. (2012). Uncover-
https://doi.org/10.1089/aut.2023.0153. ing the benefits of participatory research: implications of a realist
14. Sonuga-Barke EJS, Chandler S, Lukito S, Kakoulidou M, Moore review for health research and practice. The Milbank Quarterly,
G, Cooper N, Matejko M, Jackson I, Balwani B, Boyens T, Poul- 90(2), 311-346
ton D, Harvey-Nguyen L, Baker S, Pavlopoulou G. Participatory 24. Parbery-Clark C, Nicholls R, McSweeney L, Sowden S, Lally J.
translational science of neurodivergence: model for attention-def- Coproduction of a resource sharing public views of health ine-
icit/hyperactivity disorder and autism research. Br J Psychiatry. qualities: An example of inclusive public and patient involvement
2024;224(4):127-31. https://doi.org/10.1192/bjp.2023.151. and engagement. Health Expect. 2024;27(1):e13860.
15. Matejko, M., Poulton, D., Harvey-Nguyen, L., Boyens, T., Jack- 25. Nordin A, Kjellstrom S, Robert G, Masterson D, Josefsson KA.
son, 1., Pavlopoulou, G., Funnell, S., Lukito, S., & the RE-STAR Measurement and outcomes of co-production in health and
PR Team. (2023). Enhancing participatory neuroscience research: social care: a systematic review of empirical studies. BMJ Open.
the RE-STAR project perspectives. https:/kingsengagedresearch 2023;13(9):e073808.
blog.wordpress.com/2023/10/04/enhancing-participatory-neuro 26. Jivraj J, Sacrey LA, Newton A, Nicholas D, Zwaigenbaum L.
science-research-the-re-star-project-perspectives/ Assessing the influence of researcher—partner involvement on
16. Funnell, E., Harvey-Nguyen, L., Poulton, D., Matejko, M., Boy- the process and outcomes of participatory research in autism
ens, T., Jackson, 1., Pavlopoulou, G., Sonuga-Barke, E., Lukito, S., spectrum disorder and neurodevelopmental disorders: A scoping
& The RE-STAR Participatory Research Team. (2023). Enhanc- review. Autism. 2014;18(7):782-93.
ing knowledge co-production between neurodivergent young peo- 27. Zahir, R., Somerville, M., Tye, C., & Fletcher-Watson, S. (2024).
ple & academic researchers to enrich experimental neuroscience. Community Partner Recruitment Pack. Retrieved from osf.io/
Respect for Neurodevelopment, Birkbeck, University of London. 7Tevsm. Accessed 27 Jan 2025
17. Alcorn, A. M., Fletcher-Watson, S., McGeown, S., Murray, F., 28. Lincoln YS, Lynham SA, Guba EG. Paradigmatic controversies,
Aitken, D., Peacock, L. J. J., & Mandy, W. (2022). Learning contradictions, and emerging confluences, revisited. The Sage
About Neurodiversity at School: A resource pack for primary Handbook of Qualitative Research. 2011;4(2):97-128.
school teachers and pupils. University of Edinburgh. https://salve
sen-research.ed.ac.uk/leans. Accessed 27 Jan 2025 Publisher's Note Springer Nature remains neutral with regard to
18. Alcorn, A.M., McGeown, S. P., Mandy, W., Aitken, D., & jurisdictional claims in published maps and institutional affiliations.

Fletcher-Watson, S. (2023). Learning About Neurodiversity at
School (LEANS): Evaluation of the LEANS resource pack in
mainstream primary schools. https://doi.org/10.31219/0sf.io/
fhe2k

@ Springer


https://discovery.ucl.ac.uk/id/eprint/10178344/8/ambitious-about-autism-post-diagnosis-research-report.pdf
https://discovery.ucl.ac.uk/id/eprint/10178344/8/ambitious-about-autism-post-diagnosis-research-report.pdf
https://discovery.ucl.ac.uk/id/eprint/10178344/8/ambitious-about-autism-post-diagnosis-research-report.pdf
https://doi.org/10.31219/osf.io/ybm2a
https://doi.org/10.1089/aut.2023.0153
https://doi.org/10.1192/bjp.2023.151
https://kingsengagedresearchblog.wordpress.com/2023/10/04/enhancing-participatory-neuroscience-research-the-re-star-project-perspectives/
https://kingsengagedresearchblog.wordpress.com/2023/10/04/enhancing-participatory-neuroscience-research-the-re-star-project-perspectives/
https://kingsengagedresearchblog.wordpress.com/2023/10/04/enhancing-participatory-neuroscience-research-the-re-star-project-perspectives/
https://salvesen-research.ed.ac.uk/leans
https://salvesen-research.ed.ac.uk/leans
https://doi.org/10.31219/osf.io/fhc2k
https://doi.org/10.31219/osf.io/fhc2k
https://doi.org/10.1177/13623613231211046
https://doi.org/10.1177/13623613231211046
https://osf.io/7evsm
https://osf.io/7evsm

	Applied Principles for Inclusive Practice in Neurodevelopmental Research: A Selection and Report of Illustrative Case Studies
	Abstract
	Purpose of Review 
	Recent Findings 
	Summary 

	Introduction
	Methods
	A Community-based Initiative with Young Families to Foster a Love of Reading, by Holly Joseph
	About our Project
	First Steps Towards Inclusive Practice
	Setting Expectations
	Community-Specific Inclusion Measures
	Inclusion and Intersectionality
	Empowering Community Members
	Knowledge Exchange

	Inclusive Research on Post-diagnostic Support for Autistic Young People, by Laura Crane
	About our Project
	First Steps towards Inclusive Practice
	Setting Expectations
	Community-Specific Inclusion Measures
	Inclusion and Intersectionality
	Empowering Community Members
	Knowledge Exchange

	Participatory Approaches to Improve Translational Neuroscience by Georgia Pavlopoulou, Steve Lukito & Eloise Funnell
	About our Project
	First Steps towards Inclusive Practice
	Setting Expectations
	Community-Specific Inclusion Measures
	Inclusion and Intersectionality
	Empowering Community Members
	Knowledge Exchange

	Designing Resources for Whole-class Learning About Neurodiversity in Mainstream Primary Schools, by Alyssa M. Alcorn
	About our Project
	First Steps towards Inclusive Practice
	Setting Expectations
	Community-Specific Inclusion Measures
	Inclusion and Intersectionality
	Empowering Community Members
	Knowledge Exchange

	Final Summary
	Acknowledgements 
	References


