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ABSTRACT ARTICLE HISTORY
Numbers of autistic students and staff studying or working in post- Received 24 November 2022
secondary educational settings have grown since the international Accepted 20 June 2023

adoption of the United Nations Convention on the Rights of
Persons with Disabilities (UNCRPD). This has been accompanied Autism:

q q q g q g utism; post—secondary
by an increase in research exploring their experiences in these education; experiences;
settings. This scoping review sought to develop an overview of g dents; staff
research trends in this area and identify important considerations
for future research. Systematic database searches identified 93
peer-reviewed articles. Data were extracted to summarise
research trends from January 2007 to June 2021. Results showed
a substantial increase in studies since 2017. Studies were largely
confined to the USA and focused on the experiences of autistic
students. Only five studies addressed the experiences of autistic
staff. The student-focused literature was primarily based in
university settings and explored a range of topics, including
academic experiences and experiences of support services. There
was a limited focus on the social and physical environments in
post-secondary settings for autistic students and staff, and there
was limited research on the experiences of autistic staff
specifically. The current review points to the need for greater
collaboration with and involvement of the autism community in
research that has implications for their lives.

KEYWORDS

Introduction

Autism is a neurodevelopmental condition characterised by differences in social communi-
cation and interaction, and by singular and passionate interests or behaviours (American
Psychiatric Association 2013). Autism affects approximately one in 100 people worldwide
(Zeidan et al. 2022) and those affected may require individualised supports to take a full
part in education (Hummerstone and Parsons 2021) and in the effective transition to
work (CRPD, General Comment 4, 2016). The right to inclusive education is enshrined
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in the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD
2006) as well as in Sustainable Development Goal (SDG) 4, and recognised as an important
way to realise other rights, including access to employment and to fift themselves out of
poverty’ (CRPD 2016, 4). In keeping with a rights-based approach, the identity-first
term ‘autistic’ is used throughout this study based on reported preferences from autistic
adults within the UK (Kenny et al. 2016) and in line with United Nations Convention
on the Rights of Persons with Disabilities (UNCRPD 2006).

An aptitude for focused interests and academic pursuits means that many autistic
people may not only be drawn to study in post-secondary education where these
strengths are especially valued but also to work in these types of educational environ-
ments (Hamilton, Stevens, and Girdler 2016). Post-secondary education can be
defined as the continuation of education beyond formal secondary education (Campeanu
et al. 2017; Packer and Thomas 2021) and can include post-secondary non-tertiary and
tertiary education (United Nations Educational, Scientific and Cultural Organization
[UNESCO] 2012). Post-secondary non-tertiary education builds on secondary education
by delivering learning opportunities that prepare participants for the labour market or
tertiary education. Tertiary education, which includes higher education settings, provides
specialised learning experiences in academic, vocational and professional education
(UNESCO 2012). Interviews with autistic students in secondary school and their
parents have shown that students have clear goals to attend post-secondary education
but that they and their parents also have concerns around the readiness of institutions
to meet their needs (Camarena and Sarigiani 2009). These concerns are reflected in
the reported experiences of autistic students who have described challenges with aca-
demic requirements and mental health at university, including a possible mismatch of
supports for and needs of autistic students (Anderson, Carter, and Stephenson 2020).
Indeed, despite a significant increase in the proportion of autistic students enrolling in
post-secondary education institutions (Bakker et al. 2019; Volkmar, Jackson, and Hart
2017), with one study estimating that between 0.7% and 1.9% of college students may
be autistic (White, Ollendick, and Bray 2011), completion rates are typically lower for
autistic students compared to their neurotypical peers in America and the UK (Chown
et al. 2018; Newman et al. 2011). Bakker et al. (2023) also found that progression
issues related to credit accumulation in the second and third year were more likely for
some autistic undergraduate students attending a major Dutch university when com-
pared to their peers with no recorded conditions. For this group of autistic students,
these issues negatively impacted degree completion within 3 years. These trends are con-
cerning given that autistic adults are more likely to experience unemployment than neu-
rotypical peers and peers in other disability categories (Shattuck et al. 2012) and that
gaining a post-secondary education qualification is associated with better quality of life
for autistic adults through enhanced employment and career opportunities (Baldwin,
Costley, and Warren 2014). Research on the experiences of both autistic students and
staff in further and higher education institutions is therefore especially important to
identify potential barriers to successful work and study in these environments.

Research which sought the views of, and priorities for, autism research from the per-
spective of autistic persons has highlighted a clear consensus that research should focus
on areas that impact people’s day-to-day lives, including key issues related to education
and employment (Pellicano, Dinsmore, and Charman 2014b). Further, research
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surveying the views of both autism researchers and autistic persons highlighted discre-
pant views on the level of involvement in research by autistic persons, with researchers
reporting much higher levels of involvement than autistic stakeholders in the research
process (Pellicano, Dinsmore, and Charman 2014a). This could pose a major problem
for translating research for practice and policy impact if researchers are focusing on
areas that are less important to autistic individuals.

A period of 15 years has passed since the international adoption of the United Nations
Convention on the Rights of Persons with Disabilities (UNCRPD) in 2006 (UN General
Assembly 2006) which confirmed the right to quality education at all levels for autistic
persons. However, despite the international drive for diversity in education, inclusion
has proven ‘to be a complex construct, covering a wide range of phenomena’ (Dovigo
2017, p. vii). Within the post-secondary education context, there can be contrasting
interpretations of inclusion that hamper progress, with regards to policy and practice
(Strnadova, Hajkovd, and Kvétonova 2015).

Therefore, an overview of the literature on the topics which researchers have focused on
and the methods which have been used to capture the experiences of autistic persons in post-
secondary education since the adoption of the Convention is therefore timely and necessary.
In particular, a scoping review of the existing literature is needed which will show the extent
to which research is representative of the experiences of autistic individuals internationally,
as well as the extent to which autistic persons are consulted within this research. The current
review sets out to achieve these objectives by summarising the research trends between
January 2007 and June 2021 according to the following: (1) participant characteristics; (2)
types of experiences explored; (3) temporal trends in publications; (4) geographical trends
in publications; (5) research design and methodology, and (6) inclusion of the autistic com-
munity in the research process. In its objectives to identify recent international research
trends in this area, this scoping review differs from other reviews which systematically eval-
uated findings on autistic students’ experiences in post-secondary education (e.g. A. H.
Anderson et al. 2019; Flegenheimer and Scherf 2022; Gelbar, Smith, and Reichow 2014).

Method

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses and Extension
for Scoping Reviews (PRISMA-ScR) statement protocol guided the methodology and
reporting of this scoping review. The PRISMA-ScR was developed to enhance the con-
sistency and quality of scoping reviews and includes a 22-item checklist of critical (n
=20) and optional (n=2) items necessary for completion of a scoping review (Tricco
et al. 2018). A review protocol was developed a priori but was not formally registered.

Search procedure

Comprehensive literature searches were carried out across three electronic databases,
namely ERIC International, Education Research Complete (ERC) and Scopus, in June
2021. Guided by the search protocol outlined by A. H. Anderson, Stephenson, and
Carter (2017) and following consultation with a university-based subject librarian, the
literature was searched using the following terms: (autism spectrum disorder OR
autis* OR asperge* OR pervasive development disorder OR high functioning autism
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OR PDD OR HFASD OR ASD) AND (college OR university OR higher education OR
tertiary OR post-secondary OR postsecondary OR post secondary OR further education
OR TAFE OR Technical and Further Education) AND (experience* or perception* or
attitude* or view* or feeling* or perspective*).

Included articles were restricted to those published between January 2007 and June 2021.
This covers the period following the international adoption of the UNCRPD (UN General
Assembly 2006). In addition, only peer-reviewed, original studies published in the English
language were considered for inclusion. The remaining inclusion criteria were as follows:

e One or more participants in the study were autistic staff or autistic students in a post-
secondary education setting, now or in the past. These participants could be diagnosed
with autism or self-identify as autistic. The decision to include participants who self-
identify as autistic was made because research has shown that a substantial cohort of
autistic adults are formally undiagnosed due to a range of diagnostic biases, including
gender and socioeconomic status, and therefore find themselves in a position where
they need to self-diagnose (McDonald 2020).

e The study examined the experience of autistic staff or autistic students in a post-sec-
ondary education setting. This experience was described by the autistic participants
themselves. Studies that explored the perspectives of autistic participants, as well as
other stakeholders (e.g. family, professionals), were included.

¢ No restrictions were placed on research design or methodology.

Comprehensive searches of the three databases identified 6843 records (6311 after dupli-
cates were removed). The titles and abstract of these 6311 articles were screened by two
members of the research team, including the first author, leaving a total of 189 studies
for further exploration. Of these studies, 176 were identified for full text screening. The
remaining 13 studies were a combination of narrative, systematic and scoping reviews,
which were loosely consistent with the inclusion criteria. The reference sections of these
review articles were hand-searched for other relevant articles. Five additional studies
were discovered from these review-based searches, leaving 181 articles for full text screen-
ing (i.e. 176 original articles plus 5 additional articles). Following full text screening, again
carried out by two members of the research team, 93 articles met criteria for inclusion in
this scoping review (Table 2 in Supplementary Material). This screening process is depicted
in Figure 1. Eighty-eight studies focused on the experiences of autistic students in post-sec-
ondary education settings, while five focused on autistic staff working in these settings.

Data extraction

Data were extracted onto a single coding sheet. Data extracted included: year of publi-
cation, country/countries where study was carried out, participant characteristics
(number, age, gender, staff/student), educational status for studies that explored
student experience (undergraduate, postgraduate, graduate, did not complete, other),
employment role for studies that explored staff experience, type of institution, involve-
ment of other stakeholders, research design (qualitative, quantitative, mixed methods),
methods used to explore the experience (interviews, focus groups, case studies, obser-
vations, surveys), the types of experiences explored, and the role of autistic individuals
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Figure 1. Flowchart of study selection process.
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in the design and implementation of the research (named members of the researcher
team, contributors to elements of research design, involvement in data analysis, no
mention of autistic involvement). Data are available under ‘Supplementary Material’.

Synthesis of results

In order to summarise research trends from January 2007 to June 2021, the extracted data
were synthesised as follows: (1) Participant characteristics, (2) number of articles pub-
lished each year since 2007, (3) number of studies carried out in each of the countries
identified during data extraction, (4) content analysis of the experiences explored, (5)
quantitative breakdown of research designs and methods used, and (6) the role (if
any) of autistic individuals in the design and implementation of the study.

Reliability

A second rater independently carried out the title and abstract screening and the screen-
ing of full texts to establish interrater reliability. Reliability was calculated by dividing the
number of agreements by the number of agreements plus disagreements and multiplying
by 100. Reliability checks were carried out for all 6313 articles included in the title and
abstract screening. Interrater agreement was 98% with disagreements resolved by con-
sensus. Similarly, reliability checks were carried out for all 181 articles included in the
full text screening. Agreement was 94.5% with disagreements resolved by consensus.
The second rater was also trained to extract and code data by providing six exemplars,
completed by the first author. The second rater then independently extracted data from 34
studies that focused on autistic students (38.6%) and one study that focused on autistic staff
(20%). Interrater reliability was 93.5% for the studies focused on autistic staft (disagree-
ments were resolved by consensus) and 100% for the study that focused on autistic staff.

Community involvement statement

While members of the autistic community were not directly involved in this scoping
review process, this review was part of a larger project focusing on a participatory
autism research approach to exploring workplace experience and educational practice
at third level in Ireland. Therefore, the authors were influenced by the early steering
group discussions, which involved members of the autistic community, when choosing
the focus of this review. In addition, these discussions influenced our decision to
examine the extent to which the autistic community was included in prior research.

Results
Participant characteristics

Students

Eighty-eight of the 93 articles explored the experiences of autistic students (past and
present) across a variety of award types (certificates, diplomas, undergraduates, post-
graduates) and a range of post-secondary educational institutes, including university-
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specific (n = 44; 50%) and college-specific settings (n = 15; 17%) (Table 1). Eighty-four of
these studies (95%) reported specific data on the number of autistic participants and
there were 2054 participants, in total. The average sample size was 24 (SD =39.9;
range: 1-238) and the most common sample size was 1 participant. In the studies that
classified gender, 843 (56.1%) participants identified as male, 587 (39.1%) as female, 46
(3.1%) as ‘other’, 15 (0.99%) as non-binary, and 7 (0.46%) as transgender. A total of 5
(0.33%) participants chose not to disclose their gender identity.

Staff

All five included articles explored the experiences of autistic staff working in a university
setting (Table 1). The number of autistic participants across these five studies totalled 26
(M =5.4; SD =4.7; range: 1-12) and in the four studies that classified gender, 8 partici-
pants identified as male and 6 as female. Martin (2021) did not provide gender break-
down in order to protect participant anonymity. Three of the studies focused on
lecturers (Jorgensen et al. 2011; Smagorinsky 2011; Wright and Kaupins 2018), one
study focused on lecturers and academic researchers (Martin 2021) and one study
included academic librarians (A. M. Anderson 2021).

Types of experiences explored

Students
Table 1 shows that a sizeable number of studies (n =24; 27%) focused on the broad
experiences of autistic students in post-secondary educational settings (including a

Table 1. Breakdown of studies according to setting, type of lived experiences explored, research
design and the extent to which the autistic community were involved in the research process for
studies focused on autistic students and studies focused on staff in post-secondary educational
settings.

No. of student-focused articles  No. of staff-focused articles

(N =88) (N=5)
Setting
University 44 (50%) 5 (100%)
College 15 (17%)
Post-secondary educational settings (not specified) 14 (16%)
College and university 10 (11%)
Higher education settings (not specified) 5 (6%)
Type of experience
Broad experiences in post-secondary educational setting 24 (27%) 2 (40%)
Transition in/out of post-secondary education 18 (20%)
Experience of support services 16 (18%)
Barriers/enablers to success 10 (11%) 1 (20%)
Experiences of teaching and learning environment 8 (9%) 2 (40%)
Interventions to support students 7 (8%)
Social experiences 4 (5%)
Experience of physical environment 1 (1%)
Research design
Qualitative 56 (64%) 5 (100%)
Mixed methods 22 (25%)
Quantitative 10 (11%)
Inclusion of the autistic community in the research process
No mention 63 (72%) 1 (20%)
Development of research tools 17 (19%) 1 (20%)

Named author 8 (9%) 3 (60%)
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combination of academic experiences, social experiences, and experiences of mental
health and other support services). Eighteen studies (20%) explored the experiences of
students transitioning into or out of post-secondary education; fourteen of these
studies focused exclusively on the transitioning in experience, three focused on the tran-
sitioning out process and one study explored both aspects. The next most frequently
explored aspects were experiences of support services (n = 16; 18%), barriers or enablers
to success in post-secondary education (n = 10; 11%) and experiences of the teaching and
learning environment (n=28; 9%). The remaining studies examined the impact of
planned interventions designed to support autistic students (e.g. peer mentoring
groups, specialised programmes) (n=7; 8%), students’ social experiences (n=4; 5%)
and experiences of the physical environment (n = 1; 1%).

Staff

Table 1 shows that two of the five studies (40%) broadly explored the workplace experi-
ences of 5 autistic academic librarians (A. M. Anderson 2021) and one autistic lecturer in
a university setting (Smagorinsky 2011), while two other articles (40%) focused specifi-
cally on the university teaching and learning environment from the perspective of autistic
lecturing staff (Jorgensen et al. 2011; Wright and Kaupins 2018). The one remaining
study (20%) explored barriers and enablers to success in a university setting, in the
context of autistic lecturing and research staff (Martin 2021).

Research design and methodology

Students

Among the sample of included studies in this category were 56 qualitative (64%), 22
mixed methods (25%) and 10 quantitative research (11%) designs (Table 1). The majority
of qualitative studies (n =50; 89%) employed interviews as part of their methodology.
Many of these interviews were conducted in a face-to-face format but some studies
offered a flexible approach to participation, with text, email, phone, Skype and face-to-
face options made available to participants (e.g. Bailey et al. 2020; Cage and Howes
2020; MacLeod et al. 2017). The remaining qualitative studies (n=6; 11%) employed
techniques such as observations, focus groups, narrative case study accounts and critical
autobiographies, as part of their data collection process.

The mixed method studies (n = 22; 25%) typically employed a combination of survey
and interview techniques (n=7; 32%) or a survey with open and closed-ended ques-
tions (n=7; 32%). There were four studies (18%) that used a combination of surveys
and focus groups, while the remaining four studies (18%) used a variety of techniques,
including document review, behavioural observation, essays, interviews and surveys.
The primary research tool employed in the quantitative studies (n=10; 11%) was
surveys. Eight of these studies (80%) used surveys, with six of these employing
online platforms. Of the two studies not relying on surveys, one took the form of a
single-subject experimental design that looked to evaluate the impact of a social plan-
ning intervention on the experiences of autistic students (Ashbaugh, Koegel, and
Koegel 2017). The remaining study requested participants to rank a series of statements
relating to barriers to and facilitators of student success in university settings (Thomp-
son et al. 2019).
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Staff

All of the studies that explored the autistic staff experience used a qualitative research
design (Table 1). Three of these five studies (60%) took the form of case studies (Jor-
gensen et al. 2011; Wright and Kaupins 2018), one study (20%) used open-ended
survey questions (Martin 2021) and one study (20%) interviewed participants
(A. M. Anderson 2021). A. M. Anderson (2021) offered a particularly flexible approach
to participation in their 1:1 interviews: (1) phone, (2) Zoom with audio and visual, (3)
Zoom with just text chat, and (4) asynchronous written responses to questions
uploaded to Dropbox.

Inclusion of the autistic community in the research process

Students

Analysis of the included articles, which focused on student experiences, found that in 9%
of studies (n = 8), at least one autistic researcher was a named author. In a further 19% of
studies (n = 17), members of the autistic community were involved in the development of
the research tools employed (e.g. survey questions, interview schedules). However, for
the majority of studies (72%, n = 63), there was no mention of the autistic community
being involved in the research process (Table 1).

Staff

Table 1 shows that of the five studies that explored the autistic staff experience, at least
one member of the autistic community was a named author for three of the studies (60%
[Jorgensen et al. 2011; Smagorinsky 2011; Wright and Kaupins 2018]) and the autistic
community was involved in the development of the research tools for one of the
studies (20% [Martin 2021]).

Temporal trends in publications

Students

Figure 2 illustrates the temporal trends in publication from January 2007 to June 2021
for studies focused on the experiences of autistic students. In total, 88 studies explored
the experiences of autistic students in post-secondary education during this period,
with 74% (n=65) of studies published since 2017. The first published papers to be
included in this review appeared two years after the international adoption of the
UNCRPD (UN General Assembly 2006) and both articles explored the student
experience.

Staff

During the period from January 2007 to June 2021, a total of five studies were pub-
lished, which focused on the experiences of autistic staff in post-secondary educational
settings (Figure 2). Three of these studies (60%) were published from 2018 onwards
(A. M. Anderson 2021; Martin 2021; Wright and Kaupins 2018), while the other
two studies (40%) were both published in 2011, four years following the international
adoption of the UNCRPD (Jorgensen et al. 2011; Smagorinsky 2011; UN General
Assembly 2006).
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Figure 2. Publication trends from January 2007 to June 2021 for studies focused on the experiences of
autistic students and staff in post-secondary educational settings.

Note: The substantial reduction in publications recorded for 2021 should be interpreted with caution because the article
search only addressed the period up to June 2021.

Geographical trends in publications

Students

Figure 3 shows that a total of 80 of the 88 studies (91%) that focused on student experi-
ences in post-secondary education, were carried out in a single country, with the majority
of these (n=44; 55%) conducted in the USA. Sixteen studies (20%) were carried out
exclusively in the UK and nine in Australia (11%). Eight studies (10%) were focused
in European countries, other than the UK. These included Sweden (n=3 [Fleischer
2012; Hugo and Hedegaard 2017; Simmeborn Fleischer, Adolfsson, and Granlund
2013]), Belgium (n =3 [Van Hees, Moyson, and Roeyers 2015, 2018]), Ireland (n=1
[Bell et al. 2017]) and the Netherlands (n =1 [Pesonen et al. 2023]).

A small number of studies (1 =8; 9%) conducted research across multiple countries.
Four of these eight studies (50%) focused on European and North American countries
(Cage, De Andres, and Mahoney 2020; Fabri et al. 2022; Jackson et al. 2018; Vincent
2019). All four of the studies included participants from the UK, with two also including
participants from other European countries (Finland, Spain, France). Two studies (25%)
were carried out across Australia and New Zealand (A. H. Anderson, Carter, and Ste-
phenson 2020; A. H. Anderson, Stephenson, and Carter 2020), while another two
(25%) were carried out across multiple European countries (e.g. Spain, France,
Finland, Netherlands [Casement, Carpio de los Pinos, and Forrester-Jones 2017;
Pesonen et al. 2021]). Participants from the UK were involved in both of these studies.
Figure 3 presents the geographical trends for student-focused studies.

Staff

Figure 3 illustrates that four of the five studies (80%) that explored the experiences
of autistic staff were based in the USA (A. M. Anderson 2021; Jorgensen et al. 2011;
Smagorinsky 2011; Wright and Kaupins 2018) and one was based in the UK (20%
[Martin 2021]).



EUROPEAN JOURNAL OF HIGHER EDUCATION 1

44
40
m Student-focused articles
Staff-focused articles
16
11
8
2
! |
H -
USA UK

Australia/New Europe (across  Europe and Other countries Europe (across
Zealand single countries, North America  worldwide multiple
excluding UK (including UK countries,
data) dataas including UK
relevant) dataas
relevant)

w
¢

w
o

Number of Articles Published
(Jan2007-June 2021)
[ ) N
s & S &

«

o

Geographical Regions

Figure 3. Breakdown of studies according to the geographical location where the research was con-
ducted from January 2007 to June 2021 for studies focused on the experiences of autistic students and
staff in post-secondary educational settings.

Discussion

A total of 93 articles, which were published between January 2007 and June 2021, were
analysed as part of this scoping review. The purpose of the review was to provide a func-
tional understanding of the literature that focuses on the experiences of autistic people
who are studying and working in post-secondary educational settings. In particular, it
sought to examine the extent to which the international literature explores this aspect
of the autistic experience, as well as the extent to which autistic individuals are consulted
with during the research process. To achieve this, the review examined where research
has been conducted, as well the number of articles published each year since 2007. In
addition, data were extracted on the types of experiences that the studies explored and
the strategies used to gather information about these experiences. Importantly the analy-
sis also looked at whether or not autistic people were involved in designing and carrying
out the studies.

Research trends: studies focusing on student experiences

In total, 93 studies were included in the current review and the majority (n = 88, 95%)
explored the experiences of 2054 autistic students (past and present) across a variety
of award types (certificates, diplomas, undergraduates, postgraduates) and a range of
post-secondary educational institutes. The university context was the most common
research setting across the included studies and the range of experiences explored was
somewhat varied. The majority of studies (n = 42; 47%) focused on the broad experiences
of autistic students, which included some combination of academic experiences, social
experiences, and experiences of mental health and other support services, as well as
experiences transitioning in and out of post-secondary education. A sizeable portion
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of studies (1 = 16; 18%) also looked exclusively at the experiences of student support ser-
vices. Interestingly, only four studies specifically explored the autistic social experience
and only one focused on the physical environment. Considering that autism is a devel-
opmental condition characterised by differences in social communication (American
Psychiatric Association 2013) and sensory processing (The National Autistic Society
2023), these are significant gaps within the existing literature.

Analyses also showed that across the included studies, research methodologies were
varied, with many studies taking the communication preferences of autistic participants
into account and offering a number of platforms to facilitate participation. For example,
Cage and Howes (2020) offered interviewees a choice between phone-, face-to-face-,
Skype-, instant messaging- or email-based interviews. This is consistent with rec-
ommended best practice, which establishes flexibility and supports diverse communi-
cation preferences (Vincent 2019).

It should be noted that one member of the research team, in the Cage and Howes
(2020) study, was autistic and drew on their own experiences to inform research
design. This may account for the diverse procedural approaches employed with the
study. Therefore, it is concerning that over two-thirds of the included studies did not
mention whether or not the autistic community were involved in the helping design
the research, analyse the data or any other aspect of the research process. According
to Pellicano et al. (2014a, 2014b), who conducted a large-scale investigation of the
views of autistic people in the UK, with regards to autism related research, the autistic
community needs to be substantially more involved in setting research priorities, foci,
design and aspects of research, more broadly. Therefore, although the methodology
and foci of the included research studies were varied, and there were some instances
of participatory or co-produced research, overall it is impossible to ascertain if the
included studies, as a whole, reflect the priorities of the autistic community and
address the areas of most concern and impact for autistic people.

Finally, the current review wanted to ascertain the extent to which the autistic student
experience is represented across the international literature. Analyses revealed that there
has been a substantial increase in research publications focusing on the student experi-
ence since 2017. Over half of the 88 studies that explored the experiences of autistic stu-
dents were conducted in the USA, with the UK coming in a distant second. Furthermore,
the international literature outside these jurisdictions was relatively sparse, with a com-
paratively small number of studies emanating from European countries, other than the
UK. Inclusion criteria did limit the identification of relevant articles to those published in
the English language, which may have resulted in pertinent research from a number of
countries being excluded. However, this does not account for the lower publication
rates of studies conducted in primarily English-speaking countries, such as Australia,
New Zealand, Canada and Ireland.

Research trends: studies focusing on staff experiences

As previously noted, findings showed that in recent years there has been a substantial
increase in research focusing on autistic students’ experiences in post-secondary edu-
cation and university settings, in particular. However, this trend was not observed for
studies exploring the experiences of autistic staff in these settings. During the period
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from January 2007 to June 2021, only five studies focused on autistic staff and two of
these were published in 2011. This may be indicative of a reluctance among faculty to
disclose a diagnosis, such as autism, due to concerns about negative outcomes and
stigma (Thompson-Hodgetts et al. 2020), which in turn hinders research in this area
(Wright and Kaupins 2018) and may have informed the decision by Martin (2021) not
to provide gender breakdown in order to protect participant anonymity. Another
factor to consider is that people born after 1980 are increasingly receiving an autism diag-
nosis later in life, due to problems with the diagnostic process in the past, as well as a
growing awareness of autism within society (Stagg and Belcher 2019). Therefore, these
individuals are only starting to identify as autistic after the age of 50, thereby contributing
to a smaller participant pool in previous research.

Although the geographical spread across these five studies was restricted to the USA
(n=4) and the UK (n =1) and the research foci were restricted by the low number of
studies, there was evidence of inclusive autism research in the studies’ designs. For
instance, the research team included at least one co-researcher from the autistic commu-
nity for three of the studies (Jorgensen et al. 2011; Smagorinsky 2011; Wright and
Kaupins 2018) and Martin (2021) sought input and feedback from the autistic commu-
nity when developing their qualitative survey. Finally, while co-production was not a
feature of the A. M. Anderson (2021) study, they did offer multiple option for partici-
pation in 1:1 interviews, in order to facilitate diverse communication preferences. It is
particularly noteworthy that three of the five studies included an autistic researcher as
part of the research team. This is contrary to the pattern observed within the student lit-
erature base; the majority of research was conducted exclusively by non-autistic research
teams. This may indicate that the autistic staff experience is receiving less attention
within the literature because it is invisible to or less of a priority for non-autistic
researchers.

Limitations

One of the main shortcomings in this review relates to publication bias. Firstly, the
inclusion criteria only allowed for peer-reviewed articles, resulting in the exclusion of dis-
sertations and other unpublished literature. In addition, only studies published in English
were included in the review. This may account for the overwhelming number of studies
emanating from the USA and the limited number of studies conducted in countries,
where English is not the first language and should be taken into consideration when
interpreting the geographical trends in publication.

It could also be argued that the current review is limited because it only considered
studies that included one or more autistic persons reporting on their post-secondary
experiences. As a result, studies that consulted exclusively with proxies, rather than
directly with the autistic person, were excluded. Although these types of studies have
merit, the aim in this review was to investigate the extent to which the international lit-
erature reflects autistic experiences in post-secondary education, from the perspective of
autistic people. The fact that the ‘voices’ of certain groups of autistic people, such as non-
speakers, may have been absent from the review is a criticism of the research method-
ologies employed and indicative of the need for inclusive, participatory autism research.
With this in mind, it should be noted that although this scoping review is part of a wider
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study involving consultation with members of the autistic community, the team working
on this review did not include an autistic co-author or research partner and the analysis
and interpretation of the data may be limited as a result.

Future directions

Notwithstanding these limitations, this review has revealed some important insights into
research trends on this topic and allowed us to identify important directions for future
research. Previous research, which sought the views of the autism community, high-
lighted a clear consensus that research should focus on areas that impact people’s day-
to-day lives, including key issues related to education and employment (Pellicano, Dins-
more, and Charman 2014b) and according to Chown et al. (2017), ‘it has been argued
that it is both epistemologically as well as ethically problematic if the autistic voice is
not heard in relation to social scientific research seeking to further develop knowledge
of autism’ (p.721). However, to-date the vast majority of research on autism has been
conducted about autistic people, rather than with them, and is driven by a medical
model, which relies on a deficit-based understanding of autism and perpetuates an
ableist ideology (Bottema-Beutel et al. 2021; Chown et al. 2017).

Findings from the current review are consistent with general trends in the autism lit-
erature. There was an overwhelming absence of inclusive, participatory research within
autistic student literature, combined with an extremely limited number of studies focus-
ing on the autistic staff experience. It should also be noted that the experience of ableism
can intersect with other systems of discrimination, including racism, sexism, homopho-
bia and transphobia (Bottema-Beutel et al. 2021). This intersectionality represents an
important focus of future research, given that the potentially compounding impact of
multiple discriminations on the autistic experience of studying and working in post-sec-
ondary educational settings, does not feature strongly in the existing literature.

Participatory research challenges the traditional power imbalance (Fletcher-Watson
et al. 2019) by replacing it with a reciprocal decision-making partnership between the
academic and the persons impacted by the research (Chown et al. 2017). According to
findings from Pellicano et al. (2014a, 2014b), the autism community in the UK believe
that there needs to greater involvement of autistic persons, not only in identifying
research priorities but in carrying out the research itself. Therefore, arguably the most
important insight from the current review, is the need for greater collaboration with
and involvement of the autism community, in order to produce meaningful research
on the autistic experience in post-secondary educational settings. To assist with this col-
laborative process, the team at the Academic Autism Spectrum Partnership in Research
and Education (AASPIRE), who have been conducting participatory autism research
since 2006, have published guidelines for the inclusion of autistic adults as co-researchers
and study participants (e.g. Nicolaidis et al. 2019, 2011, 2020). On request, they can also
provide support to researchers to help them develop accessible and inclusive research
instruments (AASPIRE 2020).

Finally, the development of sample sizes should be given consideration in future
research. The most common sample size among the included studies was one participant
and although qualitative research designs were most commonly used by studies in the
review, a sample size of one can hinder the generalisability and applicability of
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findings. However, future research should avoid prioritising large sample sizes to the det-
riment of depth of investigation and analysis. Therefore, a balance needs to be achieved.
Furthermore, given the sensitive nature of this topic, researchers need to establish trust
with potential participants. Exclusively non-autistic research teams can prompt a lack of
confidence and faith in research on autism from the autistic community’s perspective
(Chown et al. 2017), resulting in lower engagement. This is another reason for non-autis-
tic researchers to partner meaningfully with the autism community.

Conclusions

Overall, findings reveal a wider need for research from countries outside the USA and
UK and this applies to studies focusing on students, as well as staff. This is consistent
with recommendations from a systematic review carried out by A. H. Anderson, Ste-
phenson, and Carter (2017). However, arguably, the most important insight from the
current review, points to the need for greater collaboration with and involvement of
the autistic community in research that has direct and indirect implications for their
lives. This scoping review shows that the majority of research that focused on the experi-
ences of autistic students in post-secondary education, continues to be conducted about
them, rather than with them, which can result in a lack of confidence in the research
process and outcomes (Chown et al. 2017). While this was not the case for studies addres-
sing the autistic staff experience, the limited number of articles is concerning. Therefore,
findings support continued calls for greater involvement of the autistic community, from
the inception of any research project, which focuses on the experiences of autistic people.
Non-autistic researchers should strongly consider partnering with autistic researchers
and autistic self-advocates to produce more inclusive, authentic research on the experi-
ences of autistic people.
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