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Participatory approaches, which seek to involve affected community members in
the research process, remain uncommon within autism research despite
numerous potential advantages. The current work describes the process of co-
designing autism training for university staft with an advisory group of autistic
students and other stakeholders. The advisory group were involved in the
project from the outset, including contributing to the funding application,
training design, evaluation, and research dissemination. Here, we demonstrate
the feasibility of participatory research in a higher education context, detail the
approach taken, and provide recommendations for researchers seeking to
undertake this kind of work. It is hoped that this example will encourage the

uptake of similar practices in future projects.

Introduction

Autism is a neurotype associated with differences in social communication
and interaction, sensory processing, and executive function skills (American
Psychiatric Association, 2013). Autistic people have historically been
dismissed in the production of autism research, with projects failing to align
with their needs and priorities or those of the people close to them (Crane
et al., 2019; Keating, 2021; Pellicano et al., 2022). This can be seen, for
example, in the differing priorities of autism research funders who have,
to date, largely focused on biological “cause” research, compared to many
within the autism community who wish to prioritise mental health and daily
living support (Pellicano et al., 2014). Research in this area often takes a
medicalised or deficit-based view of autism and autistic people (Heraty et
al., 2023; Milton, 2014; Vincent et al., 2017). Participatory work, which
actively involves community members as equal partners, challenges this norm,
allowing autistic people to advocate both for themselves and others (Pellicano
et al., 2022; Vincent et al., 2017).

This work can foster a more accessible research environment for autistic
participants (Crane et al., 2019) and lead to more meaningful and impactful
research (Crane et al,, 2019, 2023; Jose et al., 2020), that goes beyond
interpretations of autism as simply an impairment (Heraty et al., 2023;
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Nicolaidis et al., 2011). For the collaborators' themselves, this work can
be empowering (Pellicano et al., 2022; Vincent et al., 2017). It provides
mutual learning opportunities, the chance to share their experiences and
builds relationships between peers (Cumbo & Selwyn, 2022). It can also
allow opportunities to build trust between researchers and communities
(Rodriguez Espinosa & Verney, 2021).

Participatory research approaches and co-production remain uncommon
in autism research (den Houting et al., 2021; Hotez et al., 2018), despite
recent published guidance aiming to promote further inclusion of autistic
people in research processes (Fletcher-Watson et al., 2019; Nicolaidis et al.,
2019). Fletcher-Watson et al. (2019), for example, co-produced a seminar
series to develop a framework for collaborative research, identifying five key
topic areas to build on: respectfully representing lived experience; autistic
communities authentically shaping research agendas; best practice in
leadership and advocacy; supporting and encouraging autistic researchers and
activists through infrastructure; and building effective working partnerships.
. Currently, where participatory work does occur, issues such as tokenism
and unbalanced power dynamics remain and can be worsened by negative
assumptions made by academics about their community partners, such as
placing blame on their autistic partners’ “impairments” when disagreements
occur within partnerships (den Houting et al., 2021; Fletcher-Watson et al.,
2019; Nicolaidis et al., 2019).

Demonstrating good practice and the feasibility of participatory research
is of growing importance as autistic people are increasingly more open about
their diagnosis. This includes being openly autistic in settings such as higher
education, which they were historically thought not to be part of due to
assumptions of co-occurring learning difficulties. As more autistic people are
known to be in these spaces, there are calls to improve the ways in which
higher education supports and enables them to succeed. Some of these calls
have been answered with participatory research, discussed below, but these
are by far in the minority.

Within a higher education context, Hotez et al. (2018) created a
programme to help autistic students transitioning to university (Project
REACH).They used a participatory approach which took the needs of these
students into account by basing the curriculum on the experiences of prior
students, focusing on skills such as self-advocacy. The course was run before
students began university so that it was more effective at helping them
prepare for the transition and adjustment, again based on earlier student
experiences. The project also allowed autistic mentors to develop skills that
would be beneficial for later employment, as well as demonstrating leadership
roles for new students. Similarly, Gillespie-Lynch et al. (2022) designed two
versions of a training course, with and without a participatory approach, and

1 The term “collaborators” will be used to refer to non-academic partners in the research process (in the present paper, autistic students)
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both versions successfully achieved the aims of reducing stigma and increasing
autism knowledge in their university student sample. The participatory
training, despite being similar in structure, was the most effective at achieving
these aims and was also more engaging, according to trainees, as it allowed
them to learn from autistic people themselves. The authors also suggest
that the inclusion of personal stories and experiences were more interesting
than the fact-focused information provided in the non-participatory version.
Aside from the potential benefits of the training, autistic co-authors felt that
their experience of working on the training had helped them become better
advocates, for themselves, other autistic people, and other minority groups.

In light of the need for more participatory work in the higher education
sector, and the lack of current recommendations for how to work well with
autistic students when designing and conducting research, the current work
describes the participatory approach we took in a higher education context,
for the design and evaluation of a training course for university staff.

Previous work has found a lack of autism knowledge from academic and
support staff at universities (Cage et al., 2020; Goddard & Cook, 2022; Van
Hees et al., 2015), which could, in turn, have a negative impact on autistic
students’ mental health (Scott & Sedgewick, 2021). Thus, our group aimed to
create a training course specifically centred around the concerns of the autistic
student community. The online course itself and its evaluation are detailed in
Jenks et al. (2023). Here, we will describe the approach we took to developing
the course, working in partnership with autistic students at every stage of
the project, and providing recommendations for how these experiences could
inform participatory higher education research design more broadly. See
Appendix A for a summary of who was involved in each project stage. It
should be noted that some of our collaborators are multiply neurodivergent,
but all identify as autistic and are referred to as such for the purposes of this
work.

Project planning

A participatory advisory group (PAG) was formed with four autistic
students from three different UK universities as well as representatives from
the National Autistic Society (a leading UK autism charity) and Spectrum
First (a company specialising in autism training and support which has a
high number of autistic and neurodivergent staff). As the idea for the project
arose from the findings of a previous project of the PI, autistic students
who had contributed to that earlier project were initially invited to be PAG
members. Adverts for PAG members were also sent out via university autism/
neurodiversity society mailing lists, and via Disability Services mailing lists,
at relevant participating institutions. When reflecting on the project, Miriam,
one of our student collaborators, said that “the diversity within the PAG was
also key in my view, allowing multiple voices to be heard’.

Once expressions of interest were received, students were offered
information about the potential level of commitment and timeframe for this
kind of academic project, and given the chance to opt-in to being involved.
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I really appreciated the flexibility we were given in choosing which aspects
of the research we wanted to be involved in. It meant everyone could work to
their strengths and PAG input was spread across the project without it being
overwhelming trying to do everything” (Freya)

The first draft outline of the proposal was then shared with these students,
and they contributed to refining and developing the funding bid. This
included discussions about proposed training formats, goal numbers for
recruitment and the breadth of which staff should be targeted for
recruitment, and the types of in-kind benefit the students themselves would
value getting out of their involvement beyond monetary compensation for
their time. Once the funding had been awarded, PAG members were also
included in the process of shortlisting and recruiting the post-doctoral
research assistant for the project, resulting in the recruitment of a candidate
who was themselves neurodivergent and therefore reinforcing the
participatory nature of the overall project.

"As a PAG, we were integrated into the project from the beginning, consulting
on the development, delivery, analysis, and dissemination of the project”
(Miriam)

How-to steps for future projects

* Involve collaborators from the beginning of the project where possible (e.g.
funding applications)

* Lay out clear expectations (e.g. time commitments) for autistic collaborators and
allow for flexibility in their level of engagement

Training design and development

The PAG were responsible for developing a list of concerns that they
wanted the training course to address, or things that they wish university staft
had known about them from the beginning of their studies. The neurodiverse
team of academics then separated this list into five topic areas that were used
as training session titles: “What is autism”; “Stigma and stereotypes”; “Autism
and mental health”; “Autism and the university environment”; and “Practical
strategies for working with autistic students”. These topic areas were reviewed
and approved by the PAG before materials were developed, and they further
contributed specific ideas for what should be in each of the sessions, in a
two-way checking process. This was carried out both through live online
meetings and through asynchronous shared documents which every member
of the research team had access to. The materials themselves, including the
presentation slides and resource lists, were written by the neurodiverse team
of academics, based on these discussions and documents. Final versions of
the planned content were approved by the PAG. Robert, a PAG member,
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said that a strength of the project was in “..enconraging antistic people to come

forward with issues, and making reasonable adjustments to deal with these
) »

issues’,

Lessons lasting approximately 20 minutes were created for each topic,
using information from the PAG, supplemented with current research
literature and online material from autistic creators. In addition, each session
had a resource list including a range of media, again largely from autistic
and neurodivergent creators. Resources included blog and social media posts,
journal and news articles, online videos and podcasts. Once these had been
compiled, the PAG were asked to read the slides and go through the resources
to ensure that the materials accurately reflected their views and to make any
changes or additions. This work mostly took place through asynchronous
sharing of files, using tracked changes and comments to discuss ideas and
suggestions. This worked well for the neurodivergent team, as it allowed PAG
members to engage when they had the capacity and in ways which worked
with their executive function profiles, rather than demanding on-the-spot
responses to ideas or adding the pressure of social interaction to the work.

PAG members were also given the opportunity to be involved in the
delivery of the course and have their voices directly heard by trainees, if they
wanted and were comfortable doing so. For this, the students took part in an
online panel discussion around each of the session topics.

“Being part of the training programme alongside other autistic people meant
we had the chance to bridge the gap between our experiences as students and
university staff becoming better allies” (Sarah)

These sessions were led by an autistic researcher, and questions were made
available to the students ahead of time. This was done to increase their
comfort level, as it is common for neurodivergent people to find it easier
to communicate with other neurodivergent people (Crompton et al., 2020),
and to reduce anxiety and accommodate their processing style by allowing
them to think about and prepare their responses ahead of time (Maras et al.,
2021). The students’ interviews were included alongside the recorded lectures
as required viewing to complete the course and, according to trainee feedback,
became the most valuable aspect of the training.

Once the training was launched, the PAG were consulted regularly with
updates and plans for the project, usually via online meetings or email.
Updates included adaptations of the training into a short course and an
independent online training module to make it available to more staff. PAG
members again were invited to review and approve the adapted materials as
the content developed over the course of the grant, ensuring that their voices
and opinions remained genuinely and actively represented in the project
outputs.

How-to steps
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* Provide multiple opportunities for engagement (i.e. at different time points)

* Allow for reasonable adjustments to participation and multiple methods of
engagement (e.g. additional information ahead of time for discussion, both
verbal and text-based options for providing feedback)

* Treat collaborators as equal partners in the research, with control over outcomes,
regular update meetings, and continued involvement in project development

Evaluation

The training was evaluated via two approaches, again detailed in the
paper presenting the results of the project (Jenks et al.,, 2023). The first
was quantitative analysis of scores on the Autism Stigma and Knowledge
Questionnaire (Harrison et al., 2017), which was undertaken by the academic
staff. The second method consisted of interviews with trainees, which were
conducted and transcribed by an autistic academic staft member.

After the transcription was complete, three students from the PAG
participated in the triangulation process of the thematic analysis. “Being
involved in data analysis and getting an insight into how research works” was
a particular benefit of being involved in the project for Freya. Each of these
students had prior knowledge of thematic analysis from their studies and so
no formal training was provided to them by the project, though this was
offered to any PAG member who wanted it. Two members of the research
team (one autistic and one non-autistic) read and analysed all the transcripts,
while the remainder of the group (both academics and PAG members) were
given a random subset of transcripts. This was done to avoid over-burdening
PAG members who were all enrolled on full-time courses or in full-time
employment outside the project, in response to their expressed desire to
contribute without feeling overwhelmed with the project work. Each member
of the team was given the opportunity to send their individual analyses to
the lead researchers, who established an initial list of four themes. The entire
group met to decide on the final themes, rewording the original list and
adding an additional fifth theme suggested by the PAG members as being

especially important in their reading of the data.

How-to steps

* Involve collaborators in all aspects of the research, including data analysis

* Offer training opportunities to collaborators to ensure greater equality of skills
and confidence contributing to the project outcomes

* Be considerate of collaborators’ workload to avoid undue pressures or
overwhelm
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Research dissemination

The three students who took part in the data analysis were also co-authors
on the resulting research paper, contributing with edits and additions to a
draft produced by the neurodiverse academic team. PAG members have also
had an active role in producing the present manuscript, sharing their views
and experiences of being involved in the participatory research process, and
again editing and adding to the final paper.

“One of the standout moments for me was the feedback from participants
of the research on the value of lived experience. Words such as “rare” and
“powerful” were used, highlighting the importance of the PAG.” (Miriam,)

The work was also presented at international conferences and our funding
covered expenses for each of the student PAG members to attend one of
these events. Three of the PAG members attended Autism Europe’s 2022
International Congress in Krakow, Poland, while the final PAG member went
to the INSAR 2023 Annual Meeting in Stockholm, Sweden.

For most PAG members, this was their first experience of a research
conference, and it was the first international conference experience for all
PAG members who attended. It was hoped that participation in both the
conferences and the creation of the paper would be beneficial for their
individual career development. For Robert, the conference in Krakow "gave
me a brilliant opportunity to become better educated on autism’”. This was a
benefit of participation which was costed into the grant from the outset,
following conversations with PAG members as to what would be useful to
them to get out of being involved — several are planning to seek either clinical
or academic psychology careers, so publications and conference experiences
are key to their long-term goals.

How-to steps

* Discuss collaborators’ motivations for involvement in the project and provide
opportunities in line with their goals
* Ensure that collaborators are properly credited for their work

Recommendations

First and foremost, our team recommends, alongside other work in the
field (Fletcher-Watson et al., 2019; Nind, 2011), that higher education
research takes a participatory approach, seeking to involve autistic people in
all stages of the research process, or as much involvement as the research type
will allow.

A unique element of this project was the value placed on the participatory
advisory group (PAG). All too often in research, co-creation is seen as a tick box
exercise leading to tokenistic involvement opportunities” (Miriam)
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Levels of participation and autistic researchers

It is important to note that there are barriers to access within academia for
autistic people, for example difficulties with managing course load, sensory
overwhelm within university spaces, and a lack of adequate support can lead
to increased pressure on autistic students (Cai & Richdale, 2016; Goddard
& Cook, 2022; Van Hees et al., 2015). Within research projects, autistic
people may fall victim to marginalisation or an assumed lack of competence
in research skills (Botha, 2021). Researchers should carefully consider the
sensory environment of meeting spaces, their expectations of social
communication (e.g. making eye contact, or participating in social events),
and the workload assigned to collaborators to make projects more accessible
(Jones, 2021).

While these issues may sometimes prevent a fully participatory approach
— and the level of participation may change across phases of the research
— the goal should always be for far more than tokenism. “Tokenism” can
have varied definitions, but here we define it as only consulting with autistic
people after the research has been planned or designed (Keating, 2021) or
involving autistic people as a “tick box exercise” without giving them any
measurable control or decision-making power (den Houting et al., 2022;
Fletcher-Watson et al., 2019). It is important to acknowledge that there are
multiple approaches to participatory work, with different goals, from having
collaborators in advisory positions through to direct leadership from the
community (Brown, 2022; den Houting et al., 2021; Tritter & McCallum,
2006). Researchers should carefully consider the level of participation that
is most appropriate and feasible for their project and make this clear to
collaborators from the outset.

Our project is an example of having varying levels of participation, with
some phases being consultative of the PAG (deciding the general content
to be included), and others having more active and in-depth involvement
(developing video materials). The fact that the Research Associate running
the project day-to-day was also autistic meant that stakeholder insights were
built into all decision making. It is important to remember that many autism
researchers are themselves neurodivergent, and part of the community they
work with (Botha, 2021; Jones, 2021). There is no automatic separation
of these groups, and these identities cannot, and should not, be treated
as exclusive, or as interfering with each other in a negative way. Lived
experience and professional academic training can be complementary and
enhance research, and should be seen as a positive when recruiting to
academic positions.

Participatory research can be particularly valuable and accessible for
collaborators when the academics they are working with are also autistic
because it demonstrates that autistic viewpoints will be understood and
respected (Pellicano et al., 2022). While the systems within academia create
barriers for autistic people and need to be addressed on a much wider
scale (den Houting et al., 2021; Fletcher-Watson et al., 2019), this project
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deliberately employed an autistic researcher (with two PAG members involved
in the shortlisting and interviewing process) and sought to provide practical
research experience for our collaborators.

Collaborator recruitment

Academics can often approach the recruitment of collaborators in the same
way they would for research participants, seeking a representative sample
(Fletcher-Watson et al., 2019; Nicolaidis et al., 2019), which is often not
feasible nor desirable in a participatory approach (den Houting et al., 2021).
In their guidelines, Nicolaidis et al. (2019) note that this can devalue the role
of community partners in the work, reducing them again to a participant role
and over-valuing demographic characteristics. Instead, recruitment should be
based on expertise, as with other research staft, or specific lived experience
relevant to the research topic at hand (Fletcher-Watson et al., 2019; Nicolaidis
et al., 2019). This was part of why students who had contributed the insights
from the previous project were invited to be PAG members for this project
— it gave them the opportunity to be actively involved in developing training
based on their own original recommendations.

Data analysis and training

For this project, it is important to note that many of our autistic student
collaborators came from a Social Sciences background and already had
experience with the research methods being utilised, in addition to their lived
experience of autism. Therefore, they did not need further training to take
part in data analysis and were familiar with the research process. This is not
likely to be the case for other similar projects (Hotez et al., 2018), and so it
is the responsibility of the lead researchers to ensure that adequate training is
provided to allow collaborators to make equal contributions in this area.

All our community partners were given the opportunity to collaborate
in qualitative data analysis, which directly challenges traditional views that
autistic people are incompetent or incapable of doing this type of work
effectively (Nind, 2011; Vincent et al., 2017). In the current project, our
autistic partners recognised the presence of an additional theme within the
interview data, that of systemic barriers for autistic students. This directly
demonstrates the importance of involving people with lived experience in
interpreting data from projects they are involved in — different perspectives
can generate additional insights and improve the quality of the final research
outputs. This supports our recommendation that community members are
genuinely involved in all stages of research, not just in early design phases
or in tokenistic ways. As higher education institutions will have research
methods training options already in existence, lack of previous experience
should not be a significant barrier to inclusion. Indeed, offering access to
these kinds of courses can be an integral part of developing PAG members’
skills and should not be limited to instances where the collaborators already
have, or are in the process of completing, degrees at university. Access for
collaborators from the wider autistic community means that they can be
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more genuine partners in the research process, as they share knowledge that
previously may have been limited to the academic members of the team, and
enables them to engage with future research on a more equal footing.

It should be noted that the PAG were not directly involved in the
quantitative data analysis, which was instead conducted by an autistic
member of the academic staff. Participatory approaches align best with
collaborative analysis of qualitative data over quantitative (Kidd & Kral,
2005), although the latter can include shared input into the design of the
materials (Nicolaidis et al., 2019) and data interpretation (Fletcher-Watson et
al., 2019). In the current work, the PAG were involved in decisions regarding
the choice of measures and were able to adjust the interpretation of the data
throughout the report writing process, which was possible due to their prior
experience with these methods. Future participatory studies should explore
deeper involvement for collaborators in quantitative approaches, including
the provision of adequate training for full participation in data analysis and
interpretation, as the feasibility of this has not been extensively explored Some
research has involved indirect engagement with quantitative approaches, for
example by having collaborators select the measures used (Kidd & Kral,
2005) or through involvement in data collection (Main et al., 2012). Another
approach is to provide lay summaries of the data to collaborators to allow
them to participate in interpretation (Cashman et al., 2008). As with
qualitative data discussed above, collaborators may be able to provide insight
into quantitative data interpretation that the academics cannot (Fletcher-
Watson et al., 2019; Israel et al., 2005) and so it is essential that they are given
the tools to engage with these data.

Accessibility

When working with autistic and neurodivergent students as partners in
research, conversations should be made as accessible as possible (Collins et
al., 2018; Cumbo & Selwyn, 2022; Fletcher-Watson et al., 2019). Robert
stated that “..running the meeting in manner suitable for autistic people, by
including people trained and experienced with autistic people” was of particular
importance to him.

In our case, we held discussions with the team through online meeting
software. This meant that our collaborators could choose whether to be
seen on camera and whether to communicate vocally or using the chat
function. Being able to access the conversations remotely also allowed them
to control their own sensory environment and take breaks as needed. These
are all features which have been identified by autistic people as enabling
them to engage more authentically in communication in a range of situations
(Howard & Sedgewick, 2021). It was also possible for PAG members to
send their suggestions by email if they preferred not to attend, or were
otherwise unable to attend, meetings. Other research groups (Nicolaidis et
al., 2011) have taken an entirely text-based approach to communication, and
these preferences are something which we recommend are established early
on in any participatory research project. We also suggest that it is good
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practice to check in with PAG members at regular intervals as to whether
their preferences have changed or if anything can be done to make their
involvement and communication easier, as individuals’ needs are dynamic
rather than static.

The decision to conduct meetings online was also dictated by other
practical reasons. Our PAG members lived in different parts of the country
and the project was run amid the coronavirus pandemic, with these
conditions limiting our ability to run in-person discussions. For many of our
students, this was a familiar approach due to their experiences of studying and
having academic meetings during the pandemic. However, it was a concern
for one of our PAG members, who expressed that they would have been
more comfortable in a face-to-face setting. While this was not possible for
every meeting of our project, we did have some chances to meet in-person
to try to support the different preferences of team members. We would
recommend, again, that this is discussed early on in participatory projects and
clear plans made to try to accommodate a variety of preferences, including
hybrid options, within reason.

Respect and compensation

Recommendations from previous participatory work include needing to
show clear and overt respect for one another, ensuring that everyone is heard
(Fletcher-Watson et al., 2019).

“Right from the beginning of the research project, I felt welcomed and that 1
was an equal member of the research team despite not having a PhD and only’
bringing my lived experience” (Freya)

Many autistic people have criticised that they are asked to share their lived
expertise by traditional researchers without proper compensation, which can
all too easily feel like this is the equivalent of being treated without true
respect (Benevides & Shore, 2020; Dwyer et al., 2021; Michael, 2021). To
prevent this feeling, and to demonstrate our appreciation for the work the
PAG members put into the project, they were compensated monetarily for
their time at the equivalent hourly rate to employed Research Assistants,
were involved and updated throughout the project on its progress, and
were acknowledged as co-authors on publications. This conveys a level of
professional respect for the contributions of autistic people to the project
which places their expertise on the same level as academic expertise, which is
important for genuine participatory work. We strongly recommend that these
practices are adopted more widely by academics carrying out participatory
work, to emphasise publicly the esteem in which they hold their partners.

Limitations

While we endeavoured to make the research environment as accessible
as possible for our collaborators, a power imbalance still remained. The
academics included teaching staff from the participating universities, some
of whom had previously taught or supervised some of the students. This is
likely to have created a more obvious “leadership” role within the partnership
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where the academics were viewed as experts to be deferred to by those
students, even if staft did not intend to create this dynamic (Areljung et al.,
2021; Vincent et al., 2017). Future participatory research projects working
with any students in higher education, but especially those working with
neurodivergent students who may feel disempowered in these interactions
(Scott & Sedgewick, 2021; Vincent et al., 2017), should endeavour to find
ways to equalise the relationships within the group. This could be done
by actively seeking out students who have not worked with the academics
previously, or who are in different departments and courses. This was another
situation where having a Research Associate running the project who was
not a member of teaching staff was helpful, as this individual had no direct
power relationship with the students, and as they were also autistic, students
felt comfortable sharing requests for reasonable adjustments with them.

While an entirely representative group of collaborators would not be
possible or necessary for work of this nature (Fletcher-Watson et al., 2019;
Nind, 2011), it is still important to recognise that some groups of autistic
people are less represented within research, including in participatory
research, such as those who do not use spoken communication, who have
co-occurring intellectual disabilities, non-white autistic people, and those
outside the Global North (den Houting et al., 2021; Nair et al., 2024). Our
students were all white and communicated verbally, placing them among the
more privileged voices within autism research (Nind, 2011). Intersectionality
across race, gender and co-occurring needs, as well as different means of
communication were included in the training, but it is possible that a more
diverse group of student partners would have resulted in different
recommendations for staff’ practice, and different suggestions of what to
emphasise within the training itself.

Similarly, the group of students recruited for this project were largely from
Social Sciences backgrounds, many studying for degrees in Psychology, which
may also have impacted the advice given to trainees. Again, we included
topics such as difficult laboratory environments in the course, but without
the input of lived experience. As discussed in the previous section, these
students had prior experience in qualitative data analysis through their studies
and did not require additional training, which is an advantage that similar
projects are unlikely to have. For future studies, we recommend finding
ways to advertise the opportunity to participate more broadly, as students
do not always respond to email approaches — practical strategies such as
physical posters up in student spaces are likely to reach a wider and more
representative population.

This work had the benefit of funding for a dedicated full-time Research
Assistant, which meant that an autistic researcher could be hired, increasing
the amount of lived experience brought to the project. While clearly not
always possible to recruit a candidate from the community being worked
with, the PI made the conscious decision to include a statement welcoming
neurodivergent candidates for the post in the hope of attracting strong
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applications from those with relevant lived experience. This simple practice
did indeed result in more declarations of neurodivergence than often seen
in job applications, and is an easily applicable recommendation for a wide
variety of projects seeking to embed participatory practices in their work.
In cases where funding is limited, or a suitable autistic candidate cannot
be recruited, we strongly recommend seeking experienced researchers already
working within the field as potential collaborators or advisors.

Benefits

The PAG members in the current work provided reflective statements
about their involvement, several of which mentioned the personal benefits of
the project. Firstly, a key benefit was in the ability to effect change and add
to the support available at universities, which may not have been possible to
the same degree outside of a funded project such as this. Participatory work
is often focused on practical outcomes, rather than traditional scholarship,
allowing collaborators to generate positive changes for their communities
(Brown, 2022; Rodriguez Espinosa & Verney, 2021).

“Being autistic means we often experience difficulties that could have been
avoidable if the people around us had a better understanding, particularly in
bigher education. Often it can leave you with a feeling of wanting to make
change, but it can be hard to know how to go about this by yourself.” (Sarah)

“It felt really valuable to use [my previous negative experiences at university]
to improve the provision for future autistic students, and know that I was
contributing to tangible change.” (Freya)

“I felt enjoyment from participating, as well as a sense of achievement of
belping the autism community.” (Robert)

Many of the student PAG members were aiming for postgraduate study
and careers in research, so support for these goals was embedded into the
funding plan. Collaborators were extensively involved in the research process,
from funding to dissemination, including attendance at conferences to
provide as much experience as possible.

I found a passion for research which has led to me now doing a PhD,
and I made some wonderful connections and mentors who have been incredibly
supportive of me as I have continued my education.” (Freya)

I found the flexibility, range of experiences, and the opportunity to expand
my knowledge invaluable,” (Freya)

From another perspective, the project itself benefitted from student
involvement in a number of ways. For example, the training materials created
by the PAG were regularly described by trainees as the highlight and most
valuable aspect of the training. During the qualitative analysis, collaborators
were able to identify a theme within the data that reflected their lived
experience of trying to navigate complicated support systems and barriers,
which had not been apparent to the research team. Aside from these
measurable differences, the project has also fostered mutually beneficial
collaborations and potential for future work.
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The positive impact that participatory approaches have on research
outcomes have been demonstrated on a number of occasions in prior work.
For example, in work by Pellicano et al. (2022) examining the oral histories
of older autistic adults, the participatory approach made participants feel
comfortable enough to share more detailed information about their life
experiences, enhancing the quality and depth of the research. A study by
Aabe et al. (2019) involving co-production of autism knowledge in a UK
Somali community also demonstrated impact at different levels. At a
microlevel, the project helped amplify the voices of collaborators, increased
the skills of the research team, and provided future collaboration
opportunities for those involved. On a wider scale, the project’s organisation
has been able to grow and collaborate with other groups in the health,
social care and education sectors to support Somali community members,
professionals and policymakers.

The current work has focused on the applications of participatory work
with autistic people in research. Elsewhere, similar approaches have been
taken for more practical projects, such as co-creating supports for autistic
people (Coney, 2023; Fabri et al., 2016). One example of ongoing work in
this area is a collective activism and education group based in Scotland, run
by autistic adults and working alongside the Scottish government and other
organisations to improve services for autistic people (Autism Rights Group
Highland, n.d.; Fletcher-Watson et al., 2019). The core concepts from the
current work, such as a commitment to treating autistic people as equals
and respecting their expertise, fair compensation and credit, and making
involvement in the project accessible, could each be applied to work in other
domains.

Conclusion

Previous work has shown that community members can benefit personally
from collaborating in research projects, feeling more empowered, connected
and that they are able to make a difference to the causes they care about
(Brown, 2022; Nind, 2011; Pellicano et al., 2022). Our project showed that
this was also the case for autistic students in higher education, particularly
embedding employability skills which are crucial for this group, as well as
proving the feasibility of working in a participatory manner with this group.

Participatory work is valuable because it brings together expertise from
both sides, academic and lived experience: knowledge of research
methodologies from academics, and knowledge of what is needed most to
support individuals from within a community (Crane et al., 2023; den
Houting et al., 2021). This is in addition to involving autistic academics, who
have interlinking academic and lived experience. In the case of the current
work, the participatory approach allowed us to create a practical training
course that reflected the needs and priorities of existing autistic students,
ensuring that their voices were heard throughout. We were also able to show
that this approach is practicable and manageable in academic research, with
minimal adaptations to usual academic working practices. It is hoped that
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this demonstration of, and the recommendations for, autistic participatory
work in higher education will encourage the use of this approach in future
research focused on this group of students.

Submitted: December 12, 2024 EST. Accepted: March 10, 2025 EST. Published: August 21, 2025 EST.

This is an open-access article distributed under the terms of the Creative Commons Attribution 4.0
International License (CCBY-4.0). View this license’s legal deed at http://creativecommons.org/licenses/
by/4.0 and legal code at http://creativecommons.org/licenses/by/4.0/legalcode for more information.

Journal of Participatory Research Methods

15



Participatory Research With Autistic Students in Higher Education: Experiences and Recommendations From Developing a...

References

Aabe, N. O,, Fox, F., Rai, D., & Redwood, S. (2019). Inside, outside and in-between: The process
and impact of co-producing knowledge about autism in a UK Somali community. Health
Expectations, 22(4), 752-760. https://doi.org/10.1111/hex.12939

American Psychiatric Association. (2013). Diagnostic and Statistical Manual of Mental Disorders
(DSM) (5th ed.). https://doi.org/10.1176/appi.books.9780890425596

Areljung, S., Leden, L., & Wiblom, J. (2021). Expanding the notion of ‘ownership’ in participatory

research involving teachers and researchers. International Journal of Research € Method in
Education, 44(5), 463—473. https://doi.org/10.1080/1743727X.2021.1892060

Autism Rights Group Highland. (n.d.). ARGH - Autism Rights Group Highland. Who Are
ARGH? Retrieved February 17, 2025, from https://arghighland.co.uk/

Benevides, T., & Shore, S. (2020). Engagement and Compensation: Developing Guidelines for
Researchers to Inform Authentic Research With Autistic Adults. A/OT: American Journal of
Occupational Therapy, 74(S1), NA-NA. https://doi.org/10.5014/ajot.2020.7451-RP103C

Botha, M. (2021). Academic, Activist, or Advocate? Angry, Entangled, and Emerging: A Critical
Reflection on Autism Knowledge Production. Frontiers in Psychology, 12. https://doi.org/
10.3389/fpsyg.2021.727542

Brown, N. (2022). Scope and continuum of participatory research. International Journal of
Research € Method in Education, 45(2), 200-211. https://doi.org/10.1080/
1743727X.2021.1902980

Cage, E., De Andres, M., & Mahoney, P. (2020). Understanding the factors that affect university
completion for autistic people. Research in Autism Spectrum Disorders, 72, Article 101519.
https://doi.org/10.1016/j.rasd.2020.101519

Cai, R. Y., & Richdale, A. L. (2016). Educational Experiences and Needs of Higher Education
Students with Autism Spectrum Disorder. Journal of Autism and Developmental Disorders,

46(1), 31-41. https:((doi.org( 10.1007/s10803-015-2535-1

Cashman, S. B., Adeky, S., Allen, A. J., Corburn, J., Israel, B. A., Montafio, ]., Rafelito, A., Rhodes,
S. D., Swanston, S., Wallerstein, N., & Eng, E. (2008). The Power and the Promise: Working
With Communities to Analyze Data, Interpret Findings, and Get to Outcomes. American
Journal OfPubh'c Health, 98(8), 1407-1417. https://doi.org/10.2105/ATPH.2007.113571

Collins, S. E., Clifasefi, S. L., Stanton, J., Straits, K. J., Gil-Kashiwabara, E., Rodriguez Espinosa, P.,
Nicasio, A. V., Andrasik, M. P., Hawes, S. M., & Miller, K. A. (2018). Community-based
participatory research (CBPR): Towards equitable involvement of community in psychology
research. American Psychologist, 73(7), 884. https://doi.org/10.1037/amp0000167

Coney, K. (2023). Autistic Students as Partners in the Design of Tailored Employability Provision.
Journal of Teaching and Learning for Graduate Employability, 14(2), 16-32. https://doi.org/
10.21153/jtlge2023vol14no2art1793

Crane, L., Adams, F., Harper, G., Welch, ]., & Pellicano, E. (2019). ‘Something needs to change’:
Mental health experiences of young autistic adults in England. Autism, 23(2), 477-493. https://
doi.org/l().1177/1362361318757048

Crane, L., Hearst, C., Ashworth, M., & Davies, J. (2023). Evaluating the online delivery of an
autistic-led programme to support newly diagnosed or identified autistic adults. Auzism €
Developmental Language Impairments, 8, 23969415231189608. https://doi.org/10.1177/
23969415231189608

Journal of Participatory Research Methods

16


https://doi.org/10.1111/hex.12939
https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1080/1743727X.2021.1892060
https://arghighland.co.uk/
https://doi.org/10.5014/ajot.2020.74S1-RP103C
https://doi.org/10.3389/fpsyg.2021.727542
https://doi.org/10.3389/fpsyg.2021.727542
https://doi.org/10.1080/1743727X.2021.1902980
https://doi.org/10.1080/1743727X.2021.1902980
https://doi.org/10.1016/j.rasd.2020.101519
https://doi.org/10.1007/s10803-015-2535-1
https://doi.org/10.2105/AJPH.2007.113571
https://doi.org/10.1037/amp0000167
https://doi.org/10.21153/jtlge2023vol14no2art1793
https://doi.org/10.21153/jtlge2023vol14no2art1793
https://doi.org/10.1177/1362361318757048
https://doi.org/10.1177/1362361318757048
https://doi.org/10.1177/23969415231189608
https://doi.org/10.1177/23969415231189608

Participatory Research With Autistic Students in Higher Education: Experiences and Recommendations From Developing a...

Crompton, C. J., Ropar, D., Evans-Williams, C. V., Flynn, E. G., & Fletcher-Watson, S. (2020).
Autistic peer-to-peer information transfer is highly eftective. dutism, 24(7), 1704-1712. https://
doi.org/10.1177/1362361320919286

Cumbo, B., & Selwyn, N. (2022). Using participatory design approaches in educational research.
International Journal of Research € Method in Education, 45(1), 60-72. https://doi.org/
10.1080/1743727X.2021.1902981

den Houting, J., Higgins, J., Isaacs, K., Mahony, ]., & Pellicano, E. (2021). ‘T’'m not just a guinea

pig’: Academic and community perceptions of participatory autism research. Autism, 25(1),
148-163. https://doi.org/10.1177/1362361320951696

den Houting, ]J., Higgins, J., Isaacs, K., Mahony, J., & Pellicano, E. (2022). From ivory tower to

inclusion: Stakeholders’ experiences of community engagement in Australian autism research.
Frontiers in Psychology, 13, 876990. https://doi.org/10.3389/fpsyg.2022.876990

Dwyer, P., Acevedo, S. M., Brown, H. M., Grapel, ]., Jones, S. C., Nachman, B. R., Raymaker, D.
M., & Williams, Z. J. (2021). An Expert Roundtable Discussion on Experiences of Autistic
Autism Researchers. Autism in Adulthood: Challenges and Management, 3(3), 209-220. https://
doi.org/10.1089/aut.2021.29019.rtb

Fabri, M., Andrews, P. C. S., & Pukki, H. K. (2016). Using design thinking to engage autistic
students in participatory design of an online toolkit to help with transition into higher education.
Journal of Assistive Technologies, 10(2), 102-114. https://doi.org/10.1108/JAT-02-2016-0008

Fletcher-Watson, S., Adams, J., Brook, K., Charman, T., Crane, L., Cusack, J., Leekam, S., Milton,
D., Parr, J. R., & Pellicano, E. (2019). Making the future together: Shaping autism research
through meaningful participation. Autism, 23(4), 943-953. https://doi.org/10.1177/
1362361318786721

Gillespie-Lynch, K., Bisson, J. B., Saade, S., Obeid, R., Kofner, B., Harrison, A. J., Daou, N.,
Tricarico, N., Delos Santos, J., Pinkava, W., & Jordan, A. (2022). If you want to develop an
effective autism training, ask autistic students to help you. Autism, 26(5), 1082-1094. https://
doi.org/10.1177/13623613211041006

Goddard, H., & Cook, A. (2022). “I Spent Most of Freshers in my Room”—A Qualitative Study of
the Social Experiences of University Students on the Autistic Spectrum. Journal of Autism and
Developmental Disorders, 52(6), 2701-2716. https://doi.org/10.1007/5s10803-021-05125-2

Harrison, A. J., Bradshaw, L. P., Naqvi, N. C,, Paft, M. L., & Campbell, J. M. (2017). Development
and psychometric evaluation of the autism stigma and knowledge questionnaire (ASK-Q).
Journal of Autism and Developmental Disorders, 47, 3281-3295. https://doi.org/10.1007/
s10803-017-3242-x

Heraty, S., Lautarescu, A., Belton, D., Boyle, A., Cirrincione, P., Doherty, M., Douglas, S., Plas, J.
R. D., Van Den Bosch, K., Violland, P., Tercon, J., Ruigrok, A., Murphy, D. G. M., Bourgeron,
T., Chatham, C., Loth, E., Oakley, B., McAlonan, G. M., Charman, T,, ... Jones, E. J. H. (2023).
Bridge-building between communities: Imagining the future of biomedical autism research. Cel/,
186(18), 3747-3752. https://doi.org/10.1016/j.cell.2023.08.004

Hotez, E., Shane-Simpson, C., Obeid, R., DeNigris, D., Siller, M., Costikas, C., Pickens, J., Massa,
A., Giannola, M., D’OnofTrio, J., & Gillespie-Lynch, K. (2018). Designing a Summer Transition
Program for Incoming and Current College Students on the Autism Spectrum: A Participatory
Approach. Frontiers in Psychology, 9. https://doi.org/10.3389/fpsyg.2018.00046

Howard, P. L., & Sedgewick, F. (2021). ‘Anything but the phone!’: Communication mode
preferences in the autism community. Autism, 25(8), 2265-2278. https://doi.org/10.1177/
13623613211014995

Journal of Participatory Research Methods 17


https://doi.org/10.1177/1362361320919286
https://doi.org/10.1177/1362361320919286
https://doi.org/10.1080/1743727X.2021.1902981
https://doi.org/10.1080/1743727X.2021.1902981
https://doi.org/10.1177/1362361320951696
https://doi.org/10.3389/fpsyg.2022.876990
https://doi.org/10.1089/aut.2021.29019.rtb
https://doi.org/10.1089/aut.2021.29019.rtb
https://doi.org/10.1108/JAT-02-2016-0008
https://doi.org/10.1177/1362361318786721
https://doi.org/10.1177/1362361318786721
https://doi.org/10.1177/13623613211041006
https://doi.org/10.1177/13623613211041006
https://doi.org/10.1007/s10803-021-05125-2
https://doi.org/10.1007/s10803-017-3242-x
https://doi.org/10.1007/s10803-017-3242-x
https://doi.org/10.1016/j.cell.2023.08.004
https://doi.org/10.3389/fpsyg.2018.00046
https://doi.org/10.1177/13623613211014995
https://doi.org/10.1177/13623613211014995

Participatory Research With Autistic Students in Higher Education: Experiences and Recommendations From Developing a...

Israel, B. A., Parker, E. A., Rowe, Z., Salvatore, A., Minkler, M., Lépez, ., Butz, A., Mosley, A.,
Coates, L., Lambert, G., Potito, P. A., Brenner, B., Rivera, M., Romero, H., Thompson, B.,
Coronado, G., & Halstead, S. (2005). Community-Based Participatory Research: Lessons
Learned from the Centers for Children’s Environmental Health and Disease Prevention

Research. Environmental Health Perspectives, 113(10), 1463-1471. https://doi.org/10.1289/
e¢hp.7675

Jenks, E., Selman, F., Harmens, M., Boon, S., Tran, T., Hobson, H., Eagle, S., & Sedgewick, F.
(2023). Teaching higher education staft to understand and support autistic students: Evaluation

of a novel training program. Frontiers in Psychiatry, 14. https://doi.org/10.3389/
fpsyt.2023.1264895

Jones, S. C. (2021). Let’s Talk About Autistic Autism Researchers. Autism in Adulthood: Challenges
and Management, 3(3), 206-208. https://doi.org/10.1089/aut.2021.29012.sc

Jose, C., George-Zwicker, P., Tardif, L., Bouma, A., Pugsley, D., Pugsley, L., Bélanger, M., Gaudet,
J., & Robichaud, M. (2020). “We are the stakeholders with the most at stake”: Scientific and

autism community co-researchers reflect on their collaborative experience in the CONNECT

project. Research Involvement and Engagement, 6(1), 58. https://doi.org/10.1186/
s40900-020-00233-2

Keating, C. T. (2021). Participatory Autism Research: How Consultation Benefits Everyone.
Frontiers in Psychology, 12. https://doi.org/10.3389/fpsyg.2021.713982

Kidd, S. A., & Kral, M. J. (2005). Practicing participatory action research. Journal of Counseling
DPsychology, 52(2), 187-195. hetps://doi.org/10.1037/0022-0167.52.2.187

Main, D. S., Ware, G., Iwasaki, P. G., Burry, M, Steiner, E., Fedde, K., & Haverhals, L. M. (2012).
Taking Neighborhood Health to Heart (TNH2H): Building a Community-Based Participatory
Data System. Preventing Chronic Disease, 9, E41.

Maras, K., Norris, J. E., Nicholson, J., Heasman, B., Remington, A., & Crane, L. (2021).
Ameliorating the disadvantage for autistic job seekers: An initial evaluation of adapted
employment interview questions. Autism, 25(4), 1060-1075. https://doi.org/10.1177/
1362361320981319

Michael, C. (2021). Is Being Othered a Co-Occurring Condition of Autism? Autism in Adulthood:
Challenges and Management, 3(2), 118-119. https://doi.org/10.1089/aut.2021.0019

Milton, D. E. (2014). Autistic expertise: A critical reflection on the production of knowledge in
autism studies. Autism, 18(7), 794-802. https://doi.org/10.1177/1362361314525281

Nair, V. K., Farah, W., & Boveda, M. (2024). Is neurodiversity a Global Northern White paradigm?
Autism, 13623613241280835. https://doi.org/10.1177/13623613241280835

Nicolaidis, C., Raymaker, D., Kapp, S. K., Baggs, A., Ashkenazy, E., McDonald, K., Weiner, M.,
Maslak, J., Hunter, M., & Joyce, A. (2019). The AASPIRE practice-based guidelines for the
inclusion of autistic adults in research as co-researchers and study participants. Autism, 23(8),
2007-2019. https://doi.org/10.1177/1362361319830523

Nicolaidis, C., Raymaker, D., McDonald, K., Dern, S., Ashkenazy, E., Boisclair, C., Robertson, S.,
& Baggs, A. (2011). Collaboration Strategies in Nontraditional Community-Based Participatory

Research Partnerships: Lessons From an Academic—Community Partnership With Autistic Self-
Advocates. Progress in Community Health Partnerships, 5(2), 143-150. https://doi.org/10.1353/
cpr.2011.0022

Nind, M. (2011). Participatory data analysis: A step too far? Qualitative Research, 11(4), 349-363.
https://doi.org/10.1177/1468794111404310

Journal of Participatory Research Methods 18


https://doi.org/10.1289/ehp.7675
https://doi.org/10.1289/ehp.7675
https://doi.org/10.3389/fpsyt.2023.1264895
https://doi.org/10.3389/fpsyt.2023.1264895
https://doi.org/10.1089/aut.2021.29012.scj
https://doi.org/10.1186/s40900-020-00233-2
https://doi.org/10.1186/s40900-020-00233-2
https://doi.org/10.3389/fpsyg.2021.713982
https://doi.org/10.1037/0022-0167.52.2.187
https://doi.org/10.1177/1362361320981319
https://doi.org/10.1177/1362361320981319
https://doi.org/10.1089/aut.2021.0019
https://doi.org/10.1177/1362361314525281
https://doi.org/10.1177/13623613241280835
https://doi.org/10.1177/1362361319830523
https://doi.org/10.1353/cpr.2011.0022
https://doi.org/10.1353/cpr.2011.0022
https://doi.org/10.1177/1468794111404310

Participatory Research With Autistic Students in Higher Education: Experiences and Recommendations From Developing a...

Pellicano, E., Dinsmore, A., & Charman, T. (2014). What should autism research focus upon?
Community views and priorities from the United Kingdom. Autism, 18(7), 756-770. https://
doi.org/10.1177/1362361314529627

Pellicano, E., Lawson, W., Hall, G., Mahony, ]., Lilley, R., Heyworth, M., Clapham, H., & Yudell,
M. (2022). “I Knew She'd Get It, and Get Me”: Participants’ Perspectives of a Participatory
Autism Research Project. Autism in Adulthood, 4(2), 120-129. https://doi.org/10.1089/
aut.2021.0039

Rodriguez Espinosa, P., & Verney, S. P. (2021). The Underutilization of Community-based
Participatory Research in Psychology: A Systematic Review. American Journal of Community

Psychology, 67(3—4), 312-326. https://doi.org/10.1002/ajcp.12469

Scott, M., & Sedgewick, F. (2021). ‘T have more control over my life’: A qualitative exploration of

challenges, opportunities, and support needs among autistic university students. Autism €
Developmental Language Impairments, 6, 239694152110104. https://doi.org/10.1177/
23969415211010419

Tritter, J. Q., & McCallum, A. (2006). The snakes and ladders of user involvement: Moving beyond

Arnstein. Health Policy, 76(2), 156-168. https://doi.org/10.1016/j.healthpol.2005.05.008

Van Hees, V., Moyson, T., & Roeyers, H. (2015). Higher Education Experiences of Students with
Autism Spectrum Disorder: Challenges, Benefits and Support Needs. Journal of Autism and
Developmental Disorders, 45(6), 1673-1688. https://doi.org/10.1007/s10803-014-2324-2

Vincent, ]., Potts, M., Fletcher, D., Hodges, S., Howells, J., Mitchell, A., Mallon, B., & Ledger, T.

(2017). ‘I think autism is like running on Windows while everyone else is a Mac’: Using a

participatory action research approach with students on the autistic spectrum to rearticulate
autism and the lived experience of university. Educational Action Research, 25(2), 300-315.
https://doi.org/lo. 1080/09650792.2016.1153978

Journal of Participatory Research Methods

19


https://doi.org/10.1177/1362361314529627
https://doi.org/10.1177/1362361314529627
https://doi.org/10.1089/aut.2021.0039
https://doi.org/10.1089/aut.2021.0039
https://doi.org/10.1002/ajcp.12469
https://doi.org/10.1177/23969415211010419
https://doi.org/10.1177/23969415211010419
https://doi.org/10.1016/j.healthpol.2005.05.008
https://doi.org/10.1007/s10803-014-2324-2
https://doi.org/10.1080/09650792.2016.1153978

Participatory Research With Autistic Students in Higher Education: Experiences and Recommendations From Developing a...

Appendices

Appendix A. Table summarising the responsibilities of team members throughout the project

Task Autistic Partners from autistic- Academic Autistic

students led organisations team research
members associate

Initial funding application &check; &check;

Hiring research assistant &check; &check; &check;

Reviewing ethics application &check; &check; &check; &check;

Submission of ethics application &check; &check;

DISCUS'SIOI’I of session topics and planning &check: &check: &check:

materials for the course

Preparahon of m.aterlals (e.g. writing out &check: &check:

slides, resource lists)

Creation of lived-experience videos for &check: &check: &check:

the course

Final approval of course materials &check; &check; &check;

Delivering the course &check; &check;

Quantitative analysis of trainee &check:

knowledge scores

Qualitative analysis of trainee feedback &check; &check; &check;

Attending conferences &check; &check; &check; &check;

Presenting conference posters &check;

Co-authoring papers &check; &check; &check;
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