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Abstract
Studies investigating autistic community research priorities indicate a mismatch between what autism research focuses 
on and what autistic people want to see researched. Furthermore, there has not been a research priority-setting 
exercise specifically with autistic people in Scotland, where there are unique cultural, political and social contexts. Using 
a community-based participatory design, we aimed to identify the research priorities of autistic adults living in Scotland. 
Autistic and non-autistic researchers designed and conducted a survey where 225 autistic adults rated and ranked 
research topics in order of importance and provided qualitative feedback on issues and questions important to them. 
The top five research priorities were mental health/well-being, identification and diagnosis of autistic people, support 
services, knowledge and attitudes towards autistic people and issues impacting autistic women. There were differences 
in priorities according to different intersections of identity, and qualitative responses indicated a desire for research 
to focus on support and understanding. The bottom three priorities concerned genetics, treatments and interventions 
and causes. These findings emphasise the need to address the gap between what autism research focuses on and the 
everyday lives of autistic people.

Lay abstract
Although research has the potential to improve autistic people’s lives, lots of funding goes towards research looking at 
topics which autistic people say has little impact in their everyday lives. Autistic people’s lives can be different depending 
on where they live, and Scotland is a unique country in many ways. We wanted to find out which topics autistic people 
in Scotland want to see research on. Our team of autistic and non-autistic researchers (including university-based 
and community researchers) created a survey where 225 autistic adults rated and ranked the importance of possible 
research topics and shared their thoughts on what topics mattered to them. The five most important topics were 
mental health and well-being, identifying and diagnosing autistic people, support services (including healthcare and social 
care), non-autistic people’s knowledge and attitudes and issues impacting autistic women. The three least important 
topics were genetics or biological aspects of autism, autism treatments/interventions and causes of autism. Our findings 
indicate that autistic people in Scotland want research to focus on things that matter to their day-to-day lives. Also, 
the Scottish government says they will be listening to autistic people in their latest policy plans, and we believe that 
considering autistic people’s research priorities is an important part of this. Our findings also add to growing calls for 
change to happen in how and what autism researchers do research on.
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Introduction

Autism research has the potential to be instrumental in 
autistic people’s lives, by helping us better understand, 
support and appreciate autistic people across the lifespan. 
However, there is also potential for harm caused by autism 
research, including perpetuating stereotypes and damaging 
rhetoric which can limit autistic people’s rights (Botha, 
2021). Popular areas of autism research are somewhat 
demonstrated by how autism research is funded. 
Historically, for example, in the United States, funding 
between 2017 and 2019 focused on biological research 
(32.6%) and treatments and interventions (22.9%), with 
only 5.02% on services and 2.51% on lifespan issues 
(Harris et al., 2021). In the United Kingdom, funding 
between 2007 and 2011 mostly went towards studies 
focused on biology, brain and cognition (56%), with 18% 
on treatments and interventions, 15% on causes, 5% on 
services and 1% on societal issues (E. Pellicano et al., 
2014). Analysis of Australian autism research funding 
identified that 27% focused on biological research and 
20% on treatments and interventions between 2013 and 
2017 (den Houting & Pellicano, 2019). However, den 
Houting and Pellicano (2019) noted that compared with 
2008–2012, increased funding went towards research on 
services and lifespan issues, although biological research 
remained dominant. This trend is also shown in the autism 
research which the National Institute for Health (NIH) 
funds with only 9% of funding between 2008 and 2018 
going on services research with no growth in the propor-
tion (Cervantes et al., 2021). In the same period, preven-
tion research grew significantly from 3.9% to 18%, while 
roughly 50% consistently went on treatments. Similar pat-
terns are seen in publications: Although there has been 
consistent growth in the rate of publications (Kirby & 
McDonald, 2021), molecular genetics constitutes the 
majority of autism research (Sweileh et al., 2016). Given a 
lack of consistent methods for tracking funding allocation 
in autism research globally, we can only rely on data pub-
lished over differing periods of time. Priorities may have 
shifted from some of the earlier patterns. Despite this, 
understanding these historical patterns, including across 
borders, can still give us keen insight into whether research 
has met the priorities of autistic people.

However, there has been an increase in participatory 
research whereby researchers work hand-in-hand with 
autistic people to do research (e.g. Nicolaidis et al., 2019; E. 
Pellicano et al., 2022). This approach aligns with a neurodi-
versity-focused paradigm, which puts autistic people at the 
heart of research (E. Pellicano & den Houting, 2022). The 
contemporary research landscape has been shaped by autis-
tic advocacy bringing ‘new ethical, theoretical and ideologi-
cal debates within autism theory, research and practice’ 
(Leadbitter et al., 2021, p. 1). This shift has been described 
as no longer optional, with some funding bodies asking 
researchers to commit to the meaningful involvement of the 

people or communities who are typically ‘the researched’ 
when applying for funding (Pickard et al., 2022).

Despite these moves, most autism research is not 
focused on the priorities of autistic people. In a systematic 
review, Roche et al. (2021) identified seven published 
studies looking at research priorities of autistic people and 
the wider autism community (e.g. parents, carers, practi-
tioners, researchers). Roche et al. (2021) note that most 
studies did not use a participatory approach in designing or 
running the priority-setting exercise. In addition, across 
the seven studies, only 9% of participants were autistic 
adults, meaning mostly non-autistic people’s views were 
represented. For example, in their U.K.-based study, E. 
Pellicano et al. (2014) asked participants to rate 13 specific 
research questions (e.g. ‘how can we better recognise signs 
and symptoms of autism?’). The 13 questions were based 
on six research areas, including diagnosis, services, soci-
etal issues, causes, biology/brain/cognition and treatments 
and interventions (L. Pellicano et al., 2013). The partici-
pants were mostly parents/carers (n = 825) and practition-
ers (n = 426), with only 122 autistic adults (7% of sample). 
The top three priorities of these autistic adults were 
improving public services, improving life skills and under-
standing what the future holds for autistic adults. Similarly, 
a non-peer-reviewed priority-setting exercise by the U.K. 
charity ‘Autistica’ (Cusack & Sterry, 2017) explored the 
top priorities of autistic people, their families and profes-
sionals (but did not report results according to group), not-
ing interventions for mental health difficulties as the top 
priority, followed by interventions for the development of 
language skills and social care support for autistic adults.

Studies outside of the United Kingdom have identified 
similar priorities. For example, Frazier et al. (2018) con-
ducted a survey completed mostly by those in the United 
States (86.4%) and by family members (n = 4440) rather 
than autistic people (n = 485%–8.1% of sample). Their sur-
vey was affiliated with the charity ‘Autism Speaks’, and 
they asked participants to rate 17 research topics, the 
majority centred around biological areas such as biomark-
ers, animal models, genetics or interventions, with only 
three social issues. Despite the biological bias, the most 
important topics for autistic adults were the social issues 
– health and well-being, adult transitions and lifespan 
issues. Other studies have focused on specific topic areas 
– for example, priorities within residential care for older 
autistic adults (Crompton et al., 2020), employment and 
transitions (Nicholas et al., 2017; Shattuck et al., 2018), 
mental health (Benevides et al., 2020; Vasa et al., 2018) 
and sexuality and intimate relationships (Dewinter et al., 
2020). Within all these studies, the theme tends to be on 
priorities with real-world implications for autistic people.

Our study specifically examined the research priorities 
of autistic people in Scotland. Scotland is in northwest 
Europe and is currently part of the United Kingdom. 
However, Scotland is a standalone country with its own 
diverse geography, culture, politics and people. With a 
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population of around 5,466,000 (Office for National 
Statistics, 2021), over 80% live in urban areas, even though 
this constitutes only 2% of the land mass of Scotland 
(Scottish Government, 2015). Scotland has the lowest life 
expectancy compared with the other U.K. countries, with 
significant disparities between the most and least deprived 
areas (National Records of Scotland, 2021a). In 1999, a 
new Scottish Parliament opened with devolved powers 
from the U.K. Westminster government. Devolved powers 
include health and social care, education, housing, law and 
local government, among others. The national priorities 
set by the current Scottish Government focus on improv-
ing health and social care, tackling climate change, eco-
nomic transformation and promoting equality and fairness 
across society (Scottish Government, 2021c).

Approximately 1% of the Scottish population are esti-
mated to be autistic (Scottish Government, 2018). The 
Scottish Government (2011) developed the Scottish Autism 
Strategy where they set out a 10-year plan (2011–2021) to 
address the challenges faced by autistic people in Scotland 
and to improve the inclusion of autistic people in Scottish 
society. Achievements during this period included funding a 
national postdiagnostic support programme, an independent 
review of how the Scottish Mental Health Act impacts autis-
tic people, and establishing a national public campaign to 
promote autism acceptance (Scottish Government, 2021a). 
However, a review of the strategy identified that progress in 
the 10 years had been unsatisfactory with ‘limited impact’ 
and ‘the host of activities and projects had not led to real 
change’ (Scottish Government, 2021a, p. vii). Since the 
Strategy ended, the Scottish Government (2021b) published 
a 2-year ‘Learning/Intellectual Disability and Autism 
Towards Transformation Plan’. The Plan specifically states 
that autistic people’s voices will be integral to their work. 
Given the specific social, political, and cultural context in 
Scotland, an appreciation of the research priorities of autis-
tic people would be of significant value for informing future 
Scottish policy and autism research. More generally, con-
ducting research priority studies can help researchers and 
funders broadly gain insight into the current opinions of 
autistic people on what research matters to them.

This study thus aimed to identify the research priorities 
of autistic adults living in Scotland. We used participatory 
methods, with a team of autistic and non-autistic academic 
and non-academic researchers working together to design 
and run a survey. To the best of our knowledge, this is the 
first fully community-based participatory research prior-
ity-setting exercise (Roche et al., 2021).

Methods

Community involvement

This study is part of an initiative called Striving to Transform 
Autism Research Together – Scotland (STARTS), modelled 
on other community-based participatory research groups 

such as the Academic Autism Spectrum Partnership in 
Research and Education (AASPIRE; Nicolaidis et al., 
2019). STARTS is a funded network consisting of autistic 
and non-autistic academic researchers (based at the 
Universities of Stirling and Edinburgh) and autistic commu-
nity co-researchers. Five autistic community co-researchers 
based across Scotland are involved in all aspects of research. 
They are paid for their time following National Institute for 
Health and Care Research (NIHR, 2022) Involve guide-
lines. As a group we meet every month, and in between 
meetings use email and shared online documents to input 
ideas and provide feedback. One of the aims of STARTS is 
to identify the research priorities of autistic people in 
Scotland. Together, we developed, conducted, analysed and 
wrote up the current study.

Participants

We recruited participants by posting adverts on Twitter, 
Reddit, Discord and Facebook groups, contacting Scottish 
autistic-led organisations, autism charities, One Stop 
Shops (support groups for autistic adults), personal con-
tacts, mailing lists consenting to be contacted about 
research, university disability services and social care 
organisations working with autistic adults across Scotland. 
We offered to send these organisations hard copies of the 
survey with freepost envelopes so that the survey could be 
completed with supported autistic people (no organisation 
took this opportunity). We collected data in May to June 
2022 and the survey took around 20 min to complete.

In total, 225 autistic adults took part. The majority 
reported they had a formal autism diagnosis (n = 159, 
70.7%), 23 were currently seeking a diagnosis (10.2%), 12 
were self-identifying but not seeking a diagnosis (5.3%) 
and 31 preferred not to answer (13.7%). We included all 
responses to avoid gatekeeping based on diagnostic status, 
given barriers to diagnosis (Huang et al., 2020). Our sur-
vey was available in multiple formats: a standard online 
version, an online easy-read version (both presented via 
the survey software Qualtrics) and a downloadable Word 
document easy-read version (which could be emailed or 
printed and posted). One hundred seventy-eight partici-
pants completed the standard online version, 45 completed 
the easy read and two completed the Word version. The 
easy read contained the same content as the standard ver-
sion but included additional symbols/pictures and simpli-
fied language. We also included an option that supporters 
could help an autistic person complete the survey – six 
reported they were helping someone and confirmed that all 
answers represented the views of the person they were 
supporting rather than their own views.

Participants could skip demographic questions; there-
fore, the number who responded is reported for each char-
acteristic. The mean age (n = 185) was 36.97 (SD = 11.58) 
with a range from 18 to 72. Participants could write their 
own terms when asked what their gender or sexual 
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orientation was – most reported their gender was female 
(46.2%) and their sexual orientation was heterosexual 
(28.4%) or bisexual (15.1%), and most were educated to 
degree level and in employment (see Table 1). In terms of 
ethnicity (n = 194), the majority reported they were White 
Scottish, English, Northern Irish or Welsh (n = 159, 
70.7%). Twenty-five participants reported any other White 
background (11.1%). Four participants reported mixed or 
multiple ethnic backgrounds (1.7%), and one participant 
each reported that they were Black (0.4%), Chinese 
(0.4%), Pakistani (0.4%) or Latin American (0.4%).

Participants came from almost all council areas of 
Scotland (n = 192; Figure 1), with most from the cities of 
Edinburgh (n = 41), Glasgow (n = 25) and Aberdeen 
(n = 11), with the other most reported areas being Fife 
(n = 11) and Highland (n = 11). The only areas not repre-
sented were Orkney, Shetland, Inverclyde, Renfrewshire 
and West Dunbartonshire.

We asked participants whether they were working class 
(n = 188) – 105 said yes and 83 said no; whether they were 
parents to autistic children (n = 192) – 50 said yes and 143 
said no; or whether they had any additional disabilities 
(n = 194) – 118 said yes and 76 said no. Here, participants 
could optionally self-report disabilities, and those who 
decided to share details most often reported attention-def-
icit/hyperactivity disorder (ADHD) (n = 46), anxiety 
(n = 22), depression (n = 20), dyspraxia (n = 13), posttrau-
matic stress disorder (PTSD) (n = 12) or Ehlers–Danlos 
Syndrome (n = 9).

We obtained ethical approval from the University of 
Stirling General University Ethics Panel (GUEP 2022 
6978 5962). All participants gave informed consent before 
starting the survey.

Materials and procedure

After consent, participants confirmed they were over the 
age of 18, autistic, and currently living in Scotland. We 
then showed participants 25 potential research topics (see 
Table 2), which we had generated in several ways. In a 
team meeting, autistic co-researchers contributed sugges-
tions for topics into an online brainstorming board, writing 
down general topics (rather than specific research ques-
tions) they thought were both important and unimportant 
to them and other autistic people. We also reviewed the 
existing research priorities literature (e.g. Roche et al., 
2021) for previously used topics and cross-checked the 
topics co-researchers had generated against these. The 
whole group then reviewed the list of topics in a shared 
document and made suggestions for additions and phras-
ing to ensure topics were clear. In the survey, participants 
rated the 25 research topics on a 5-point Likert-type scale 
from not at all important (1) to very important (5). After 
rating each topic, we asked participants to rank the topics 
in order of importance from 1 (most important) to 25 (least 

important). We collected both rank and importance ratings 
so that it would be clear whether topics which fell below 
the top 10 were still important to autistic, albeit, less so, 
when made to rank them in comparison with other areas. 
The higher level of detail can show more generally, what is 
important, or unimportant to autistic people.

Next, we asked participants to specify what questions 
researchers should examine within their top three topics 
only, using an open text response box. In addition, there 
was an open question asking, ‘Are there any other topics 
you think should be researched, which we have missed?’ 
Finally, participants answered demographic questions 
such as age, gender, ethnicity, sexual orientation and 
employment status.

Design and data analysis

We used a mixed-method cross-sectional survey to inves-
tigate the research priorities of autistic adults living in 
Scotland, taking a community-based participatory 
approach.

We used descriptive statistics to identify the order of 
priorities. In addition, we identified certain topics may be 
a higher priority for certain groups within the sample, 
according to different intersections of identity. We used 
statistical analyses (t tests, correlations) to investigate dif-
ferences between specific topics, hypothesising that (a) 
autistic women would rate and rank the topic of ‘issues 
impacting autistic women’ higher, (b) LGBTQIA+ identi-
fying people would rate and rank the topic of ‘issues 
impacting LGBTQIA+’ higher, (c) those reporting addi-
tional disabilities would rate and rank the topic of ‘physi-
cal health conditions’ higher and (d) older participants 
would rate and rank the topic of ‘ageing/ older age’ higher.

The survey included free-text response questions where 
participants could provide (a) additional areas of interest 
within the top 10 topics, and (b) other suggestions for pri-
ority topics. We applied conventional content analysis to 
these data (Hsieh & Shannon, 2005). This is a commonly 
used qualitative analysis technique and involves coding 
categories which are directly derived from text data (Hsieh 
& Shannon, 2005). It is a surface-level method that aims 
for a simple categorization of small sections of free-text, 
and not an in-depth or rich exploration of narratives. For 
our content analyses, three researchers (E.C., R.B., S.D.) 
analysed the qualitative data, sharing this between them 
given the volume of data. We first familiarised ourselves 
with the responses, before identifying potential codes. 
Codes were then reviewed by these three authors, and cat-
egories determined from these codes. Participant responses 
were then allocated to a category and these categories were 
then phrased as research questions for the priority areas. 
The wording of these questions was independently 
reviewed by a fourth researcher (M.B.) and discussed 
where necessary with other members of the team until a 
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representative category title was established for each cat-
egory. After this, another member of the team (M.R.) then 
independently coded 50% of the raw data for inter-rater 
reliability, with overall agreement ranging from 60.6% to 
100% (median agreement = 84.9%). One researcher (E.C.) 
checked all disagreements and had a deciding vote on 
where to allocate codes within categories.

Results

Research priority ratings and ranks

Table 2 shows the order of research priorities, with order 
determined by median rank. Where topics had the same 
median rank, order was determined by the percentage of 
participants who put the topic into their top three, and then 
their mean rank if this information was the same.

Intersectional analyses

Women were significantly more likely to rank ‘issues that 
impact autistic women’ higher than everyone else 
(t(146.43) = 2.99, p = 0.003, two-sided, Cohen’s d = 0.46) 
with a mean rank of 8.39 (SD = 5.52) compared with 11.19 
(SD = 6.73). They also gave the topic a significantly higher 
importance rating out of five (t(101.47) = –3.90, p < 0.001, 
two-sided, d = –0.64), with a mean rating of 4.63 (SD = 0.51) 
compared with 4.10 (SD = 1.10). People identifying as 
LGBTQIA+ were significantly more likely to rank ‘issues 
that impact autistic LGBTQIA+’ higher than everyone 
else (t(160) = 4.52, p < 0.001, two-sided, d = 0.73) with a 
mean rank of 10.69 (SD = 7.08) compared with 15.89 
(SD = 7.27). They also rated this topic as significantly more 
important (t(160) = –4.33, p < 0.001, two-sided, d = –0.70), 
with a mean rating of 4.32 (SD = 0.92) compared with 3.63 
(SD = 1.12). People who reported additional disabilities 
did not rank physical health conditions higher than every-
one else (t(192) = –1.83, p = 0.069, two-sided, d = –0.27; 
mean rank 12.27 (SD = 6.66) vs. 15.07 (SD = 6.69)). 
However, they did rate physical health conditions as sig-
nificantly more important (t(191) = 3.87, p < 0.001, two-
sided, d = 0.57) with a mean rating of 4.21 (SD = 0.79) 
compared with 3.72 (SD = 0.92). There was a significant 
correlation between participants’ age and ranking ‘ageing/
older age’ higher (r = –0.39, p < 0.001), and between age 
and importance rating of ‘ageing/older age’ (r = 0.30, 
p < 0.001), such that older participants were more likely to 
rate the topic as more important.

Qualitative responses

For their top three topics, we asked participants to share 
their views and ideas on what questions or areas were of 
importance within these. Below, for the top 10 priorities 

Table 1. Participants’ self-reported gender, sexual orientation, 
highest education level and employment status.

N %

Gender (n = 182)
 Female 104 46.2
 Male 38 16.8
 Non-binary 24 10.7
 Female non-binary 3 1.3
 Transgender man 2 0.9
 Trans masculine 2 0.9
 Genderqueer 2 0.9
 Don’t know 2 0.4
 Transgender woman 1 0.4
 Agender 1 0.4
 Non-binary trans-masculine 1 0.4
 Quoigender 1 0.4
 Autigender 1 0.4
 No response 43 19.1
Sexual orientation (n = 162)
 Heterosexual/straight 64 28.4
 Bisexual 34 15.1
 Queer 12 5.3
 Pansexual 11 4.9
 Lesbian or gay 10 4.4
 Asexual 8 3.6
 Demisexual 4 1.8
 Other/multiple terms 14 6.2
 Do not know/ do not care 5 2.2
 No response 63 28.0
Highest level of education (n = 195)
 None 3 1.3
 GCSEs / Standard Grades / National 4 or 5 13 5.8
 A-Levels / Highers 22 9.8
 National Vocational Qualification 23 10.2
 Undergraduate degree 63 28
  Postgraduate degree (Masters, Diploma or 

equivalent)
51 22.7

 PhD or other doctoral level qualification 19 8.4
 Other 1 0.4
 No response 30 13.3
Employment status (n = 195, participants could select more 
than one option)
 Employed full-time 52 23.1
 Employed part-time 45 20.0
 Self-employed 24 10.7
 Unemployed 30 13.3
 Retired 5 2.2
 Student 36 16.0
 Unable to work 29 12.9
 Carer 17 7.6
 Volunteer 6 2.7
 Other 11 4.9
 No response 30 13.3

Note. GCSE = General Certificate of Secondary Education.
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identified (Table 2), we outline the top three questions 
within each topic, with n indicating the number of com-
ments made, and provide an example quote (all questions 
identified, and additional supporting quotes for each spe-
cific question within each priority, are in Supplementary 
Material).

Priority 1: Mental health and mental well-being. 
Eighty-four participants provided a response detailing 
their priorities within this topic. The top three questions 
were the following:

1. How can mental health services meet the needs of 
autistic people and what supports are helpful? 
(n = 69)

2. What causes autistic people to experience mental 
health issues? (n = 44)

3. How do we define autistic well-being and what 
factors contribute to positive autistic well-being? 
(n = 30)

Example quote: ‘They should look into what mental health 
support actually is helpful for autistic and what modifica-
tions can be made to current services’.

Priority 2: Identifying autistic people / diagnosis. 
Seventy participants provided a response discussing their 
specific priorities. These were the following:

1. How can the diagnostic criteria be improved or 
redefined to more accurately reflect the true nature 
of autistic experience, taking into account neurodi-
vergence and intersectionality? (n = 67)

2. How do we ensure autistic people and families/car-
ers/partners get access to high quality pre- and 
postdiagnostic support that is helpful to them? 
(n = 37)

3. What are the barriers and facilitators to accessing a 
diagnosis and having a positive diagnosis experi-
ence, and how can barriers be reduced? (n = 26)

Example quote: ‘How can we address the lack of pre- and 
postdiagnostic support for potentially autistic people, their 
families and carers?’

Priority 3: Services and supports across the lifespan. 
Sixty-six participants provided a response, with the top 
questions identified as follows:

1. How can services be designed or adapted to be 
more person-centred and high quality for autistic 
people across the lifespan, with intersectional 
needs and conditions considered? (n = 35)

2. How can we increase and/or improve access and 
information about support services, with choice, 
autonomy, advocacy and agency prioritised? 
(n = 28)

3. How can we improve understanding of autistic 
people and their needs among people who work in 
services? (n = 26)

Example quote: ‘The importance of continued support 
throughout the autistic person’s life, not just focusing on 
autistic youth’.

Priority 4: Knowledge and attitudes towards autistic 
people. Fifty-two participants responded, with their top 
questions identified as follows:

1. How do we prevent stigma and increase autism 
acceptance? (n = 29)

2. How can we better understand stigma and preju-
dice, including its causes and consequences? 
(n = 20)

3. How can we reduce discrimination in specific set-
tings (e.g. at work, in education, police, the media, 
autism research)? (n = 15)

Example quote: ‘How does stigma impact the success of 
autistic people? How much does it contribute to burnout/
suicide rates?’

Priority 5: Issues impacting autistic women. Forty par-
ticipants specified their areas of interest, with the most 
mentioned questions as follows:

1. What causes autistic women to be less/ mis-diag-
nosed and how can we make diagnoses/diagnostic 
criteria and diagnostic support more accessible and 
adequate for autistic women? (n = 41)

Figure 1. Map of Scotland showing the areas where 
participants were from (organised by council area).
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2. How can we shift stereotypes of autism and pro-
mote knowledge and acceptance of women’s expe-
riences and differences, including other 
intersections of identity? (n = 31)

3. How can we better understand autistic women’s 
experiences of masking and its impacts (on their 
lives, mental health and diagnosis)? (n = 16)

Example quote: ‘Why are we so bad at diagnosing women 
and girls?’

Priority 6: Employment. Thirty-one participants responded, 
with the top questions of

1. What workplace support and reasonable adjust-
ments work best for autistic people, to help them 
do well in the workplace and feel comfortable dis-
closing being autistic? (n = 23)

2. How can workplaces be made more inclusive and 
less discriminatory, with a greater appreciation of 
autistic people’s needs? (n = 16)

3. What changes are needed to help more autistic peo-
ple access work, for example, to interviews and 
applications? (n = 14)

Example quote: ‘How can autistic employees be better 
supported?’

Priority 7: Interpersonal victimisation, domestic vio-
lence and trauma. Thirty-two participants responded, and 
we identified the top questions as:

1. What are the causes and risk factors of trauma and 
victimisation for autistic people? (n = 22)

2. Are trauma/victim support services/approaches 
meeting the needs of autistic people, and what is 
helpful for recovery/creating safety? (n = 20)

3. How can trauma and victimisation be prevented 
(and recognised early) in autistic people? (n = 17)

Example quote: ‘What is the true impact (personally, men-
tally, socially, economically etc.) of trauma/ interpersonal 
violence?’

Priority 8: Education. Twenty participants responded, 
and the top questions were the following:

1. How can educational institutions best support 
autistic individuals to reach their full potential 
(including into the future)? (n = 20)

2. What does the most accessible and inclusive edu-
cational environment look like? (n = 10)

3. How can we make teachers and other educational 
professionals more understanding about the needs 
of autistic individuals? (n = 7)

Example quote: ‘How can educational environments be 
made more accessible?’

Priority 9: Sensory processing. Sixteen participants 
responded, with top questions identified as follows:

1. What are the underlying mechanisms or causes of 
sensory processing differences and sensory over-
whelm? (n = 9)

2. How can sensory environments be adapted and 
improved? (n = 8)

3. How do autistic people’s senses work and how is 
this different from neurotypicals? (n = 7)

Example quote: ‘How does autistic sensory processing 
work differently–structurally and functionally?’

Priority 10: Life skills. Twenty-four participants 
responded, with their top questions as follows:

1. How can autistic people be best supported with the 
skills needed for living independently and every-
day life? (n = 24)

2. What support would help autistic people to manage 
money and their finances? (n = 5)

3. How can autistic people be supported to self-advo-
cate and understand their own needs, including rec-
ognising burnout? (n = 4)

Example quote: ‘There is not enough support to help autis-
tic adults learn and prioritise the life skills they need to live 
independently’.

Other topics

When asked whether there were other topics that should be 
researched, 109 participants responded. Although we 
asked participants to describe topics we had missed, many 
wrote about topics that appeared within our 25 topics, 
which may indicate some used the opportunity to write 
about topics they thought were important but had not made 
their top three. We, therefore, moved any comments 
(62.1% of total comments) pertaining to preexisting topics 
and analysed them within these topics (e.g. if someone 
mentioned diagnosis, this was analysed alongside all other 
comments about diagnosis).

There were 67 remaining comments from 50 partici-
pants. Most often, participants mentioned the need to 
examine co-occurring conditions (n = 11), for example, 
‘Other disabilities/conditions (EDS, MCAS/allergies) 
and how those overlap and intersect with autism and all 
the other various learning differences also common to 
autistics such as ADHD, dyslexia, etc.’ Next, participants 
mentioned rejecting applied behavioural analysis 
(ABA)/‘normalcy’ interventions (n = 9), for example, 
‘Alternative supports to ABA and other behavioural 
approaches which are damaging to autistic people as they 
are trying to train them rather than support and respond  
to the way the autistic mind works’. Considering 
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intersectionality was also mentioned (n = 8): ‘Anything 
and everything to do with the experiences of autistic peo-
ple who are NOT white or who are raised in a marginal-
ised culture (whether they be from immigrant families or 
Scottish Travellers)’. Others discussed research on cog-
nition (thinking and learning; n = 5): ‘Challenges and 
strategies to cope with working/short term memory prob-
lems’. Participants also mentioned autistic parenting 
(n = 6) and pregnancy for autistic people (n = 5): ‘Not par-
ents of autistic children, but autistic parents themselves, 
in particular those with autistic children’. Finally, partici-
pants highlighted the menopause (n = 5): ‘the effect of the 
menopause on autistic people’. Topics mentioned by four 
or fewer participants are shown in the Supplementary 
Material.

Discussion

The top priorities of autistic people living in Scotland 
focused on issues with implications for the everyday lives 
of autistic people across the lifespan. For example, the top 
five priorities concerned mental health and well-being, 
identifying and diagnosing autistic people, support ser-
vices, knowledge and attitudes towards autistic people and 
issues impacting autistic women. The bottom three priori-
ties were genetics, treatments and interventions and causes. 
From the questions identified through participants’ quali-
tative responses, there was a focus on improving support 
and understanding. We also noted intersectional differ-
ences in the priorities of different groups according to 
other identities which autistic people held. Our findings 
may not be surprising to many, and yet autism research 
continues to focus on topics which do not align with these 
priorities.

Our findings are consistent with prior work on research 
priorities of autistic people elsewhere (Roche et al., 2021). 
Previous U.K.-wide studies have differed slightly in the 
topics rated as priorities: In E. Pellicano et al’.s (2014) 
study, autistic adults’ top priorities were services, life 
skills, and understanding what the future holds for autistic 
adults. In Autistica’s priority-setting exercise (Cusack & 
Sterry, 2017), the top priorities (not reported for autistic 
people only) focused on mental health interventions, com-
munication/language interventions and social care ser-
vices. Our participants’ top priorities similarly prioritised 
mental health and support services, but also considered 
diagnosis, knowledge and attitudes, and issues impacting 
autistic women. Irrespective of the specific topics, the 
message remains the same: Autistic people want research 
to have a meaningful impact in their lives.

Although the order of topics is of interest, participants 
viewed most topics (21 out of 25) positively with a median 
importance rating of four or five. This shows that while the 
ranking of topics is important, it cannot be considered in 
isolation without the importance ratings. Lower ranked 

topics still had high support from the autistic community 
(e.g. communication and language research, or transitions 
research), meaning nuance would be lost if we focused on 
rank alone. Participants also mentioned several topics 
which we did not originally list, such as autistic parenting 
and co-occurring conditions. Furthermore, many topics are 
intertwined, as indicated in the qualitative responses, 
which centred around support, improving accessibility, 
and increasing understanding among non-autistic people. 
It is, therefore, important not to view topics in isolation. 
What is clear was that research focused on genetics, treat-
ments, interventions and causes was not a priority – both 
their rank and importance ratings were low. This was espe-
cially the case with behavioural intervention studies, and 
research on the causes of autism which had low ranks, 
importance ratings and were in the bottom three in more 
than 61% and 66% of the sample, respectively (compared 
with even biological research, which while it was ranked 
consistent low, was only in the bottom three ranks for 
38%). Several participants specifically mentioned that 
research should explore alternatives to practices such as 
ABA or positive behaviour support (PBS). Throughout, 
the questions identified a desire for support – but critically, 
support that does not seek to treat or intervene in making 
someone less autistic.

Ultimately, the contrast between what research is hap-
pening and autistic people’s priorities highlights how the 
research community is failing autistic people. In the United 
States, $394 million was spent on autism research in 2018 
(U.S. Department of Health & Human Services, 2021), 
while £10.4 million was spent in the United Kingdom in 
2016 (Warner et al., 2019). Given such investment, there 
should be careful consideration of how we prioritise autism 
research funding. For example, there are substantial 
research challenges, including addressing high suicide 
rates (Cassidy & Rodgers, 2017), health disparities 
(Kinnear et al., 2019; Weir et al., 2022), early mortality 
(Hirvikoski et al., 2016), disproportionate victimisation 
(Griffiths et al., 2019) and dehumanisation of autistic peo-
ple (Cage et al., 2019). Funding bodies should require 
clear statements of relevance and impact for the everyday 
lives of autistic people in applications.

Comparing autistic adults’ research priorities with 
funded research shows the stark contrast between priori-
ties for autism research. In U.K. funding, 27% of funding 
was spent on the top 10 priorities identified by ‘Autistica’ 
(Warner et al., 2019), although some of these priorities 
included interventions as they consulted a wider group 
(non-autistic parents/caregivers, practitioners). 
Interventions were not a priority for our solely autistic 
sample, which means that even less funded research would 
meet the priorities of autistic adults in Scotland. 
Furthermore, while our sample was adamant, the most 
important topics concerned applied science, a review of 
what is published found that the vast majority of what is 
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published falls under basic science (molecular genetics; 
Sweileh et al., 2016). We argue that funding which fits 
with autistic people’s priorities would be more cost-effec-
tive in developing services that meet autistic people’s 
needs, rather than investing funding which fails to meet 
the everyday needs of autistic people across the lifespan.

Our participants also noted the need for research to 
attend to intersectionality. Autism research fails to include 
marginalised groups (Cascio et al., 2021; Giwa Onaiwu, 
2020). Intersecting identities are often ignored in autism 
research, with researchers reducing autistic people down 
to being autistic alone and failing to consider race or eth-
nicity, gender, sexuality, socio-economic status or other 
key factors which may affect experiences (Botha & 
Gillespie-Lynch, 2022). In a review of autism intervention 
literature, fewer than 25% of papers collected or reported 
information on participants’ race (Steinbrenner et al., 
2022). Our analyses indicated there will be different pri-
orities for people within different intersections of margin-
alisation, reiterating that the autistic community is not a 
homogeneous group, and neither are their research needs. 
Intersections of marginalised communities within the 
autistic community should not have their needs homoge-
nised by the wider autistic community who do not share 
them; otherwise, the most marginalised sections of the 
autistic community will fail to have their needs recognised 
and attended to.

Our study has several strengths and limitations. 
Although there was a good geographical spread of respond-
ents, there were no responses from five council areas, 
including those with fewer autistic-led organisations. Two 
of these areas were island populations that may have 
unique responses we have not gleaned. According to the 
2011 Scottish Census, our sample was also more educated 
than the most qualified council area in Scotland (59.5% in 
our sample compared with 41.4%; National Records of 
Scotland, 2021b). Despite the high level of qualification 
overall, the rate of unemployment in the sample (13.3% 
being a conservative estimate without potentially account-
ing for those who are unable to work or carers) is well 
beyond the national rate (3.1%). Furthermore, the 2011 
Scottish Census shows that 96% of Scotland’s population 
was White, comparable with our sample (National Records 
of Scotland, 2021c). Nonetheless, our participants identi-
fied intersectionality related to race and ethnicity as impor-
tant. Further research with Black, Asian and Ethnic 
Minority communities is desperately needed (Malone et 
al., 2022). Only 2.6% of our sample had additional help 
from a caregiver or other adult to fill in the survey, mean-
ing that it is likely that the views of some autistic people 
with a learning disability have not been captured in this 
survey. This may be reflected in the priority-setting exer-
cise with communication research receiving a lower rank 
(although its importance rating still puts it relatively high). 

Importantly, however, nearly 21% of our sample opted for 
the easy-read version of the survey, so it is possible that the 
alternative formats available made the survey accessible to 
more autistic people, therefore potentially facilitating 
more diversity (although not enough) in our sample. There 
are interests that are shared among autistic people; how-
ever, autistic people with learning disabilities may have 
needs that are not articulated here or are less represented 
than they otherwise would have been (such as communica-
tion research). Although our sample reflects only the views 
of 225 autistic people in Scotland, this sample size is larger 
than many other research priority studies, where often 
non-autistic people’s views dominate (Roche et al., 2021).

There are clear implications from our research. The 
Scottish Government’s (2021b) ‘Learning/Intellectual 
Disability and Autism Towards Transformation Plan’ aims 
to centre autistic people within initiatives, policy-making 
and future development plans. Given that a large propor-
tion of U.K. autism research funding has been allocated in 
Scotland (Warner et al., 2019), Scotland could be a hub for 
autism research. Yet, we need to ensure it is a progressive 
hub, aligned with the priorities of autistic people. Our find-
ings should directly influence strategic planning for both 
research and social policy by providing guidance to the 
issues most important for autistic people in Scotland. 
Furthermore, we all need to do more to bridge the gap 
between research and policy, to ensure Scottish autism 
research not only focuses on the research areas important 
to autistic people, but translates this into practicable, 
implementable policy.

Outside of Scotland, our research adds to repeated calls 
for change to happen within autism research (e.g. Botha, 
2021). Decades of research constrained within a medical 
model paradigm have restricted what could be possible 
with autism research (E. Pellicano & den Houting, 2022). 
We implore autism researchers to listen to autistic people 
and consider how autism research could make a meaning-
ful difference to autistic people’s everyday lives and to 
make more effective use of funding. We call on funders to 
fund traditionally under-researched areas and provide suf-
ficient funds for participatory approaches. We hope that 
the future of autism research is unified, progressive and 
impactful.

Acknowledgements

Thank you to all the individuals and organisations who shared 
and supported our research. Thank you to all participants for 
sharing their views. With thanks to Lynsey McDevitt for research 
assistance.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with 
respect to the research, authorship and/or publication of this 
article.



Cage et al. 11

Funding

The author(s) disclosed receipt of the following financial support 
for the research, authorship and/or publication of this article: 
This work was supported by a Royal Society of Edinburgh 
Research Network Grant (Grant No. 1724).

ORCID iDs

Eilidh Cage  https://orcid.org/0000-0001-6281-1632
Catherine J Crompton  https://orcid.org/0000-0001-5280-1596
Monique Botha  https://orcid.org/0000-0002-5935-9654

Data availability statement

Data are available on reasonable request to the corresponding 
author.

Supplemental material

Supplemental material for this article is available online.

References

Benevides, T. W., Shore, S. M., Palmer, K., Duncan, P., Plank, A., 
Andresen, M.-L., Caplan, R., Cook, B., Gassner, D., Hector, 
B. L., Morgan, L., Nebeker, L., Purkis, Y., Rankowski, B., 
Wittig, K., & Coughlin, S. S. (2020). Listening to the autistic 
voice: Mental health priorities to guide research and practice 
in autism from a stakeholder-driven project. Autism, 24(4), 
822–833. https://doi.org/10.1177/1362361320908410

Botha, M. (2021). Academic, activist, or advocate? Angry, entan-
gled, and emerging: A critical reflection on autism knowl-
edge production. Frontiers in Psychology, 12, Article 4196. 
https://doi.org/10.3389/fpsyg.2021.727542

Botha, M., & Gillespie-Lynch, K. (2022). Come as you 
are: Examining autistic identity development and the 
neurodiversity movement through an intersectional 
lens. Human Development, 66(2), 93–112. https://doi.
org/10.1159/000524123

Cage, E., Di Monaco, J., & Newell, V. (2019). Understanding, 
attitudes and dehumanisation towards autistic people.  
Autism, 23(6), 1373–1383. https://doi.org/10.1177/1362361 
318811290

Cascio, M. A., Weiss, J. A., & Racine, E. (2021). Making autism 
research inclusive by attending to intersectionality: A 
review of the research ethics literature. Review Journal of 
Autism and Developmental Disorders, 8(1), 22–36. https://
doi.org/10.1007/s40489-020-00204-z

Cassidy, S., & Rodgers, J. (2017). Understanding and prevention 
of suicide in autism. The Lancet Psychiatry, 4(6), Article 
e11. https://doi.org/10.1016/S2215-0366(17)30162-1

Cervantes, P. E., Matheis, M., Estabillo, J., Seag, D. E., Nelson, 
K. L., Peth-Pierce, R., Hoagwood, K. E., & Horwitz, S. M. 
(2021). Trends over a decade in NIH funding for autism 
spectrum disorder services research. Journal of Autism and 
Developmental Disorders, 51, 2751–2763.

Crompton, C. J., Michael, C., & Fletcher-Watson, S. (2020). 
Co-creating the autistic satisfaction with care holistic inter-
view to examine the experiences of older autistic adults in 
residential care. Autism in Adulthood, 2(1), 77–86. https://
doi.org/10.1089/aut.2019.0033

Cusack, J., & Sterry, R. (2017). Your research priorities. 
Autistica. https://www.autistica.org.uk/our-research/our-
research/your-research-priorities

den Houting, J., & Pellicano, E. (2019). A portfolio analysis of 
autism research funding in Australia, 2008–2017. Journal of 
Autism and Developmental Disorders, 49(11), 4400–4408. 
https://doi.org/10.1007/s10803-019-04155-1

Dewinter, J., van der Miesen, A. I. R., & Holmes, L. G. (2020). 
INSAR Special Interest Group report: Stakeholder perspec-
tives on priorities for future research on autism, sexuality, 
and intimate relationships. Autism Research, 13(8), 1248–
1257. https://doi.org/10.1002/aur.2340

Frazier, T. W., Dawson, G., Murray, D., Shih, A., Sachs, J. S., & 
Geiger, A. (2018). Brief report: A survey of autism research 
priorities across a diverse community of stakeholders. 
Journal of Autism and Developmental Disorders, 48(11), 
3965–3971. https://doi.org/10.1007/s10803-018-3642-6

Giwa Onaiwu, M. (2020). ‘They don’t know, don’t show, or 
don’t care’: Autism’s white privilege problem. Autism 
in Adulthood, 2(4), 270–272. https://doi.org/10.1089/
aut.2020.0077

Griffiths, S., Allison, C., Kenny, R., Holt, R., Smith, P., & Baron-
Cohen, S. (2019). The vulnerability experiences quotient 
(VEQ): A study of vulnerability, mental health and life sat-
isfaction in autistic adults. Autism Research, 12(10), 1516–
1528. https://doi.org/10.1002/aur.2162

Harris, L., Gilmore, D., Longo, A., & Hand, B. N. (2021). Short 
report: Patterns of US federal autism research funding dur-
ing 2017–2019. Autism, 25(7), 2135–2139. https://doi.
org/10.1177/13623613211003430

Hirvikoski, T., Mittendorfer-Rutz, E., Boman, M., Larsson, 
H., Lichtenstein, P., & Bölte, S. (2016). Premature mor-
tality in autism spectrum disorder. The British Journal of 
Psychiatry, 208(3), 232–238. https://doi.org/10.1192/bjp.
bp.114.160192

Hsieh, H. F., & Shannon, S. E. (2005). Three approaches to qual-
itative content analysis. Qualitative Health Research, 15(9), 
1277–1288. https://doi.org/10.1177/1049732305276687

Huang, Y., Arnold, S. R., Foley, K.-R., & Trollor, J. N. (2020).  
Diagnosis of autism in adulthood: A scoping review.  
Autism, 24(6), 1311–1327. https://doi.org/10.1177/136236 
1320903128

Kinnear, D., Rydzewska, E., Dunn, K., Hughes-McCormack, L. 
A., Melville, C., Henderson, A., & Cooper, S.-A. (2019). 
Relative influence of intellectual disabilities and autism on 
mental and general health in Scotland: A cross-sectional 
study of a whole country of 5.3 million children and adults. 
BMJ Open, 9(8), Article e029040. https://doi.org/10.1136/
bmjopen-2019-029040

Kirby, A. V., & McDonald, K. E. (2021). The state of the sci-
ence on autism in adulthood: Building an evidence base 
for change. Autism in Adulthood, 3(1), 2–4. https://doi.
org/10.1089/aut.2020.29018.avk

Leadbitter, K., Buckle, K. L., Ellis, C., & Dekker, M. (2021). 
Autistic self-advocacy and the neurodiversity movement: 
Implications for autism early intervention research and 
practice. Frontiers in Psychology, 12, Article 782. https://
doi.org/10.3389/fpsyg.2021.635690

Malone, K. M., Pearson, J. N., Palazzo, K. N., Manns, L. D., Rivera, 
A. Q., & Mason Martin, D. L. (2022). The scholarly neglect of 

https://orcid.org/0000-0001-6281-1632
https://orcid.org/0000-0001-5280-1596
https://orcid.org/0000-0002-5935-9654
https://doi.org/10.1177/1362361320908410
https://doi.org/10.3389/fpsyg.2021.727542
https://doi.org/10.1159/000524123
https://doi.org/10.1159/000524123
https://doi.org/10.1177/1362361318811290
https://doi.org/10.1177/1362361318811290
https://doi.org/10.1007/s40489-020-00204-z
https://doi.org/10.1007/s40489-020-00204-z
https://doi.org/10.1016/S2215-0366(17)30162-1
https://doi.org/10.1089/aut.2019.0033
https://doi.org/10.1089/aut.2019.0033
https://www.autistica.org.uk/our-research/our-research/your-research-priorities
https://www.autistica.org.uk/our-research/our-research/your-research-priorities
https://doi.org/10.1007/s10803-019-04155-1
https://doi.org/10.1002/aur.2340
https://doi.org/10.1007/s10803-018-3642-6
https://doi.org/10.1089/aut.2020.0077
https://doi.org/10.1089/aut.2020.0077
https://doi.org/10.1002/aur.2162
https://doi.org/10.1177/13623613211003430
https://doi.org/10.1177/13623613211003430
https://doi.org/10.1192/bjp.bp.114.160192
https://doi.org/10.1192/bjp.bp.114.160192
https://doi.org/10.1177/1049732305276687
https://doi.org/10.1177/1362361320903128
https://doi.org/10.1177/1362361320903128
https://doi.org/10.1136/bmjopen-2019-029040
https://doi.org/10.1136/bmjopen-2019-029040
https://doi.org/10.1089/aut.2020.29018.avk
https://doi.org/10.1089/aut.2020.29018.avk
https://doi.org/10.3389/fpsyg.2021.635690
https://doi.org/10.3389/fpsyg.2021.635690


12 Autism 00(0)

black autistic adults in autism research. Autism in Adulthood, 
4, 271–280. https://doi.org/10.1089/aut.2021.0086

National Institute for Health and Care Research. (2022). Payment 
guidance for researchers and professionals. https://www.
nihr.ac.uk/documents/payment-guidance-for-researchers-
and-professionals/27392

National Records of Scotland. (2021a). Life expectancy in 
Scotland, 2018-2020. https://www.nrscotland.gov.uk/statis-
tics-and-data/statistics/statistics-by-theme/life-expectancy/
life-expectancy-in-scotland/2018-2020

National Records of Scotland. (2021b). Scotland’s Census at a 
glance: Education. Scotland’s Census. https://www.scot-
landscensus.gov.uk/census-results/at-a-glance/education/

National Records of Scotland. (2021c). Scotland’s Census at a 
glance: Ethnic groups. Scotland’s Census. https://www.
scotlandscensus.gov.uk/census-results/at-a-glance/ethnic-
ity/

Nicholas, D. B., Hodgetts, S., Zwaigenbaum, L., Smith, L. E., 
Shattuck, P., Parr, J. R., Conlon, O., Germani, T., Mitchell, 
W., Sacrey, L., & Stothers, M. E. (2017). Research needs 
and priorities for transition and employment in autism: 
Considerations reflected in a ‘Special Interest Group’ at 
the International Meeting for Autism Research. Autism 
Research, 10(1), 15–24. https://doi.org/10.1002/aur.1683

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-research-
ers and study participants. Autism, 23(8), 2007–2019. 
https://doi.org/10.1177/1362361319830523

Office for National Statistics. (2021). Population estimates 
for the UK, England and Wales, Scotland and Northern 
Ireland. https://www.ons.gov.uk/peoplepopulationandcom-
munity/populationandmigration/populationestimates/bulle-
tins/annualmidyearpopulationestimates/mid2020

Pellicano, E., & den Houting, J. (2022). Annual research review: 
Shifting from ‘normal science’ to neurodiversity in autism 
science. Journal of Child Psychology and Psychiatry, 63, 
381–396. https://doi.org/10.1111/jcpp.13534

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

Pellicano, E., Lawson, W., Hall, G., Mahony, J., 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

Pellicano, L., Dinsmore, A., & Charman, T. (2013). A future 
made together: Shaping autism research in the UK. Institute 
of Education.

Pickard, H., Pellicano, E., den Houting, J., & Crane, L. (2022). 
Participatory autism research: Early career and established 
researchers’ views and experiences. Autism, 26, 75–87. 
https://doi.org/10.1177/13623613211019594

Roche, L., Adams, D., & Clark, M. (2021). Research priorities of 
the autism community: A systematic review of key stake-
holder perspectives. Autism, 25(2), 336–348. https://doi.
org/10.1177/1362361320967790

Scottish Government. (2011). The Scottish strategy for autism. 
https://www.gov.scot/publications/scottish-strategy-autism/

Scottish Government. (2015). Rural Scotland key facts 2015. 
http://www.gov.scot/publications/rural-scotland-key-
facts-2015/

Scottish Government. (2018). The Scottish strategy for autism: 
Outcomes and priorities 2018-2021. https://www.gov.
scot/publications/scottish-strategy-autism-outcomes-priori-
ties-2018-2021/

Scottish Government. (2021a). Evaluation of the Scottish strat-
egy for autism. https://www.gov.scot/publications/evalua-
tion-scottish-strategy-autism/

Scottish Government. (2021b). Learning/intellectual dis-
ability and autism: Transformation plan. http://www.gov.
scot/publications/learning-intellectual-disability-autism-
towards-transformation/

Scottish Government. (2021c). National priorities. http://www.
gov.scot/publications/equality-fairer-scotland-budget-state-
ment-2022-23/pages/4/

Shattuck, P. T., Lau, L., Anderson, K. A., & Kuo, A. A. (2018). 
A national research agenda for the transition of youth with 
autism. Pediatrics, 141(Suppl. 4), S355–S361. https://doi.
org/10.1542/peds.2016-4300M

Steinbrenner, J. R., McIntyre, N., Rentschler, L. F., Pearson, 
J. N., Luelmo, P., Jaramillo, M. E., Boyd, B. A., Wong, 
C., Nowell, S. W., Odom, S. L., & Hume, K. A. (2022). 
Patterns in reporting and participant inclusion related 
to race and ethnicity in autism intervention literature: 
Data from a large-scale systematic review of evidence-
based practices. Autism, 26, 2026–2040. https://doi.
org/10.1177/13623613211072593

Sweileh, W. M., Al-Jabi, S. W., Sawalha, A. F., & Zyoud, S. H. 
(2016). Bibliometric profile of the global scientific research 
on autism spectrum disorders. SpringerPlus, 5(1), 1480. 
https://doi.org/10.1186/s40064-016-3165-6

U.S. Department of Health & Human Services. (2021). Autism 
research database – Strategic plan questions. IACC. https://
iacc.hhs.gov/funding/data/

Vasa, R. A., Keefer, A., Reaven, J., South, M., & White, S. W. 
(2018). Priorities for Advancing Research on Youth with 
Autism Spectrum Disorder and Co-occurring Anxiety. 
Journal of Autism and Developmental Disorders, 48(3), 
925–934. https://doi.org/10.1007/s10803-017-3320-0

Warner, G., Cooper, H., & Cusack, J. (2019). A review of the 
autism research funding landscape in the United Kingdom. 
Autistica. https://www.autistica.org.uk/downloads/files/
Autistica-Scoping-Report.pdf

Weir, E., Allison, C., & Baron-Cohen, S. (2022). Autistic adults 
have poorer quality healthcare and worse health based on 
self-report data. Molecular Autism, 13(1), 23. https://doi.
org/10.1186/s13229-022-00501-w

https://doi.org/10.1089/aut.2021.0086
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.nrscotland.gov.uk/statistics-and-data/statistics/statistics-by-theme/life-expectancy/life-expectancy-in-scotland/2018-2020
https://www.nrscotland.gov.uk/statistics-and-data/statistics/statistics-by-theme/life-expectancy/life-expectancy-in-scotland/2018-2020
https://www.nrscotland.gov.uk/statistics-and-data/statistics/statistics-by-theme/life-expectancy/life-expectancy-in-scotland/2018-2020
https://www.scotlandscensus.gov.uk/census-results/at-a-glance/education/
https://www.scotlandscensus.gov.uk/census-results/at-a-glance/education/
https://www.scotlandscensus.gov.uk/census-results/at-a-glance/ethnicity/
https://www.scotlandscensus.gov.uk/census-results/at-a-glance/ethnicity/
https://www.scotlandscensus.gov.uk/census-results/at-a-glance/ethnicity/
https://doi.org/10.1002/aur.1683
https://doi.org/10.1177/1362361319830523
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationestimates/bulletins/annualmidyearpopulationestimates/mid2020
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationestimates/bulletins/annualmidyearpopulationestimates/mid2020
https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationestimates/bulletins/annualmidyearpopulationestimates/mid2020
https://doi.org/10.1111/jcpp.13534
https://doi.org/10.1177/1362361314529627
https://doi.org/10.1089/aut.2021.0039
https://doi.org/10.1177/13623613211019594
https://doi.org/10.1177/1362361320967790
https://doi.org/10.1177/1362361320967790
https://www.gov.scot/publications/scottish-strategy-autism/
http://www.gov.scot/publications/rural-scotland-key-facts-2015/
http://www.gov.scot/publications/rural-scotland-key-facts-2015/
https://www.gov.scot/publications/scottish-strategy-autism-outcomes-priorities-2018-2021/
https://www.gov.scot/publications/scottish-strategy-autism-outcomes-priorities-2018-2021/
https://www.gov.scot/publications/scottish-strategy-autism-outcomes-priorities-2018-2021/
https://www.gov.scot/publications/evaluation-scottish-strategy-autism/
https://www.gov.scot/publications/evaluation-scottish-strategy-autism/
http://www.gov.scot/publications/learning-intellectual-disability-autism-towards-transformation/
http://www.gov.scot/publications/learning-intellectual-disability-autism-towards-transformation/
http://www.gov.scot/publications/learning-intellectual-disability-autism-towards-transformation/
http://www.gov.scot/publications/equality-fairer-scotland-budget-statement-2022-23/pages/4/
http://www.gov.scot/publications/equality-fairer-scotland-budget-statement-2022-23/pages/4/
http://www.gov.scot/publications/equality-fairer-scotland-budget-statement-2022-23/pages/4/
https://doi.org/10.1542/peds.2016-4300M
https://doi.org/10.1542/peds.2016-4300M
https://doi.org/10.1177/13623613211072593
https://doi.org/10.1177/13623613211072593
https://doi.org/10.1186/s40064-016-3165-6
https://iacc.hhs.gov/funding/data/
https://iacc.hhs.gov/funding/data/
https://doi.org/10.1007/s10803-017-3320-0
https://www.autistica.org.uk/downloads/files/Autistica-Scoping-Report.pdf
https://www.autistica.org.uk/downloads/files/Autistica-Scoping-Report.pdf
https://doi.org/10.1186/s13229-022-00501-w
https://doi.org/10.1186/s13229-022-00501-w

