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Introduction

Research on the autistic experience of higher education
has grown considerably and presents a sizeable body of
literature for metanalysis. In this paper, we present a them-
atic analysis of the accounts of autistic students, extracted
from 78 systematically selected, qualitative papers.

In the academic year, 2019-20, there were 14,360
autistic students who disclosed their diagnosis to UK
universities, a sizeable demographic, having grown
15-fold in a decade (HESA, 2010, 2020). This increased
prevalence has prompted a corresponding academic
interest in their experiences. Previous literature reviews
have mapped out some of the challenges and barriers
that autistic students can face (Anderson et al, 2017,
2019) and the autistic strengths that are academically
beneficial in a university context, but these reviews also
drew attention to the paucity and fragmented nature of
research into autism and higher education (Chown and
Beavan, 2012; Gelbar et al, 2014).

Importance of the student voice

The literature review of qualitative research presented in
this paper seeks to find out from the autistic students
themselves about the challenges and the joys of uni-
versity. In autism studies, there has been a historical
disregard of the expertise held by the autistic people
(Milton, 2014). This paper aims to give precedence to
the accounts from autistic student themselves. It is of
little surprise that such data often reports on struggles as
young people encounter both newfound autonomy and
the potentially transformative experience of university.

Autistic experience of higher education cannot be
described simply in terms of academic metrics but also
requires a consideration of other aspects of university
life. For many, living away from home, having to relate to
other students in hall, lectures and tutorials, getting used
to a large amount of unstructured time, understanding
what is required academically and dealing with the
demands made to join in the social aspects of university
life are all serious challenge for many autistic students.
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That said, the papers report that some students rise
to the challenge and find ways of managing situations
which cause anxiety. As yet, many universities do
not have well developed systems to support autistic
students and often the onus is on the student to seek
advice, which in itself is a barrier for many. Some papers
report that support may only be offered when a crisis
occurs when the better option is to ascertain from the
start of a student’s studies, what the student’s needs
might be and for this to be reviewed at regular intervals.

Selection process

Following PRISMA guidelines, an exhaustive search
of EBSCO, the NAS database, Research Autism and
Google Scholar retrieved relevant literature on deriva-
tions of autism and higher education (Moher et al, 2009),

Table 1: Search process

see Table 1. From the initial 512 papers, 237 full-text
documents remained after removing duplicates and
papers that conflated research within a university with
research about universities. A total of 150 papers were
excluded as they had no direct quotes from autistic
students, leaving a set of 78 papers for this thematic
analysis. From these 78 papers, quotes from autistic
students were extracted and thematically coded follow-
ing the methodology of Braun and Clarke (2006).

Findings

Fourteen studies interviewed mentee-mentor dyads,
one study considered parental concerns alongside
the views of students (Camarena and Sarigiani, 2009)
and one reported the views of both students and staff
(Knott and Taylor, 2014). From the 78 papers reviewed,

PRISMA recording for search terms {‘autism’ or ‘autistic’ OR ‘asd’ or ‘Asperger’ or ‘HFA’} and {‘higher education’
or ‘college’ or ‘university’ or ‘post secondary’ or ‘postsecondary’}

database searching

512 records identified through 75 additional records identified
through other sources

436 records after
duplicates removed

l

426 records screened

\/

189 records excluded

l

237 full-text articles
assessed for eligibility

150 records of text records
excluded with no autistic voice

\/

78 studies included in
qualitative synthesis
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72 studies interviewed autistic students and 15 reported Table 2 : High level themes emerging from
on student focus groups. Coding this body of work the literature review on the autistic
resulted in three domains, as follows: experience of higher education
barriers at university
challenges at university )
factors for success dé—'ﬁ § 3
a5  £73
e in hi . 5§ 8¢
Barriers in higher education 8o © E
The main barriers clustered around non-inclusive E E Es£
university cultures. Imperfect university culture includes Theme Z< 2L
negative attitudes, with poor teaching practice and an
unthinking bureaucracy. Autistic students encountered Barriers to success: 44 243
staff who considered university attendance to indicate campus environment 20 66
there was no need for support (Accardo, Bean, et al,
2019; Alverson et al, 2019; Beardon and Edmonds, diagnosis 18 29
2007; Bolourian et al, 2018; Gurbuz et al, 2019; Lawson, imperfect university culture o5 109
2010; Rutherford, 2013). Students in these studies
described outdated notions of autism. For example: limited support 15 35
"My psychology test literally had ‘autistics don'’t
use words like think or feel’, as a ‘correct answer’ Challenges: 50 227
on the test”(Gelbar et al, 2015, page 49). L
a dull life in halls 9 11
Feelings of othering were rife (Cage and Howes, 2020; becoming disengaged 3 8
Cribb et al, 2019; Sayman, 2015; Vincent et al, 2017). figuring out what to do 23 42
Several studies referred to the lack of adjustments to ) . o .
. . . internalised deficit narrative 16 24
teaching practice. There were assumptions about
group work, a lack of handouts before lectures, and mental health needs 11 17
last minute changes to the timetable (Beardon and ) )
Edmonds, 2007; Casement et al, 2017; Cullen, 2015; hightmare networking 25 63
Fabri et al, 2020; Gurbuz et al, 2019; Jansen et al, 2018; sensory overload 8 0
LeGary, 2017; Madriaga and Goodley, 2010; Sarrett,
2018). Students expressed the sentiment that the stress 7 49
“administration ignores these issues or
feels that one should just have to put up Factors for success: 62 418
with some discomfort from time to time” a well rounded campus network 40 218
(Gurbuz et al, 2019, page 625).
peace and quiet 18 36
Challenges unfolding of self 44 162
Three interrelated challenges were identified (see Table 2): self advocacy %6 60
social networking
figuring out what to do
stress All themes from autistic students 78 936
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Social networking

The anxiety about social networking was often couched
in terms of a hyper-awareness of others, a professed
awkwardness, or a social discomfort that could reach
panic (Alverson et al, 2019; Anderson, 2018; Bailey et
al, 2019; Hastwell et al, 2012, 2017; Kelly et al, 2018; Lei
and Russell, 2021; Vincent et al, 2017). This also meant
that students were reluctant to approach tutors and that
group work was particularly challenging (Casement et al,
2017; Hastwell et al, 2012; Madriaga and Goodley, 2010;
Pionke et al, 2019; Rosqvist, 2019; Ward and Webster,
2018). There were also concerns over hallmates and
shared housing (Accardo, Kuder, et al, 2019; Bailey et al,
2019; Beardon and Edmonds, 2007; Bolourian et al, 2018;
Drake, 2014; Lambe et al, 2019). This could result in iso-
lation, stress and mental health issues (Kelly et al, 2018;
Ward and Webster, 2018) which might lead ultimately to a
withdrawal from their studies (Gurbuz et al, 2019).

Figuring out what to do

Many autistic individuals find having a routine is prefer-
able to having a lot of unstructured time. However,
at university, workloads are often uneven, meaning
routines are broken, and there is often much unstruc-
tured time.

(Alverson et al, 2019; Beardon and Edmonds, 2007;
Bolourian et al, 2018; Cage and Howes, 2020; Cai and
Richdale, 2016; Kuo et al, 2016; Lambe et al, 2019).
In response, some students try to get used to not having
a routine.

“I tried to resist, and do things without planning.
But sometimes it's hard to decide in which cases
to allow yourself that kind of structure and comfort,
and in which cases you should push yourself
instead.” (Van Hees et al, 2015, page 12)

Anxiety was frequently mentioned:

“If lam [...] anxious about something that |
need to do, I will be totally focused on thinking
about that.” (Hastwell et al, 2017, page 58)

There were some highlights, but then the comments
from other students might reduce their enjoyment. For

example, there was the joyous distraction of getting “distracted
by all the books” (Anderson, 2018, page 652). However, this
joy could be brought low by the attitudes of others:

“| often got crap from a lot of people from
undergrad when | would be studying all the time
happily, because | enjoyed what | was doing.”
(Rutherford, 2013, page 46)

Expectations of university versus reality
The anticipated student experience was not always borne out
in practice. One said:

“l always thought that university would be meeting
people who were like me, and we'd be really
politically active, and we’d stay up really late t
alking passionately about all these books that
we’'d read and stuff, and it wasn't like that.”
(Cage and Howes, 2020, page 7).

Some talked about the lack of acceptance by others, a
struggle to make social connections, or having such a focus
on their work that this led to self exclusion (Bailey et al, 2019,
2019; Cage et al, 2020; Gurbuz et al, 2019; Rutherford, 2013).
For some autistic students this was a self protective strategy
or reflected an ambivalence about relationships (Alverson et
al, 2019; Cage and Howes, 2020; Cribb et al, 2019; Hastwell
et al, 2017; Lizotte, 2018). In many cases, a life in halls was
lonely (Beardon and Edmonds, 2007; Bolourian et al, 2018;
Cage et al, 2020; Casement et al, 2017; Cullen, 2015; Gelbar
et al, 2015; Gurbuz et al, 2019; Jackson et al, 2018; Macleod,
2016; Simmeborn Fleischer, 2012; Stice and Lavner, 2019).
Contrary to past literature on autism which suggests that autis-
tic students lack a desire for friendship, many autistic students
wanted to meet others and experience feelings of loneliness.

However, being with other students often resulted in
sensory overload (Anderson, 2018; Bolourian et al,
2018; Grandin, 1990; Hastwell et al, 2012; Jansen et
al, 2018; Van Hees et al, 2015). This, together with the
academic demands, information overload, perfection-
ism (for some), exams, and the continual churn of change,
could render the university environment a crucible for long
term anxiety (Berry, 2018; Gurbuz et al, 2019; Jansen et al,
2018; Lawson, 2010; LeGary, 2017; Rutherford, 2013; Van
Hees et al, 2015).
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“l am perpetually stressed and fairly unhappy,
which leads to secondary problems — tiredness,
depression, negative interaction with people, to
name but a few” (Hastwell et al, 2012, page 60).

Some papers reported on autistic students’ struggles
with mental health and anxiety (Adreon and Durocher,
2007; Berry, 2018; Cai and Richdale, 2016; Hastwell et
al, 2012; 2017).

Factors in the success of autistic
students

Over 80 per cent of the papers reviewed reported
on students successes and the actions that univers-
ities could take to ensure that autistic students flour-
ished. Some students felt that they ‘found’ themselves
and understood themselves better during their time at
university.

“l think the best thing, apart from getting a degree
of course, is that I've actually finally found myself”
(Casement et al, 2017, page 85).

Three key factors for success were identified:
an inclusive and supportive culture
the journey of education in ‘unfolding of the ‘self’

a real need for peace and quiet

An inclusive and supportive culture
Thisincludedsupportivetutors, specialistsupport, parental
encouragement and friendships with other students.
There were many comments on the enjoyment of
academic work in a way that played to their strengths (eg
having a single focus and love of the topic or monotropism
or exceptional recall (Gurbuz et al, 2019; Lawson, 2010;
Macleod, 2016; Van Hees et al, 2015). Furthermore,
there was a valuing of individuality often present within
academic environments (Bailey et al, 2019; Beardon and
Edmonds, 2007; Gelbar et al, 2014; Gurbuz et al, 2019;
Lizotte, 2018; Macl.eod, 2016; Rutherford, 2013):

“I've never had a box, | don’t even know what
a box is, I've always thought outside the box”
(MacLeod, 2016, page 80).

“l would say that going to university
objectively is fantastic [...] you are going
to be allowed to be more eccentric than
you would be elsewhere, which is brilliant.”
(Casement et al, 2017, page 81).

Previous school experiences of some students had led
to staff and others having low expectations and some
students were keen to counter this.

“I've got a lot of bad memories of people
in education [...] And that’s what drives
you forward. It’s like, ‘I will show you’
(MacLeod et al, 2017, page 8)

As such, success was framed as proving that their own
way of doing things is valuable to others and to them-
selves (Simmeborn Fleischer, 2012). Academic success
in these accounts was not regarded as the be-all and
end-all, simply one part of an unfolding life story.

“ think that for me now it's less towards getting
the top grade... | guess that goal then kind
of became more, just kind of wanting to have
good personal connections and just be happy.”
(Lei and Russell, 2021, page 7)

Good personal connections, and tutors and mentors
who were willing to try and understand were hugely
important (Accardo, Kuder, et al, 2019; Beardon and
Edmonds, 2007, 2007; Boven, 2018; Casement et al,
2017, 2017; Essex and Melham, 2019; MacLeod, 2016,
2016; Qian et al, 2018; Rutherford, 2013; Sayman,
2015; Vincent et al, 2017; Ward and Webster, 2018),
as were the friendships in which autistic students felt
accepted for who they were (Berry, 2018; Cribb et al,
2019; Drake, 2014; MaclLeod, 2016; Rutherford, 2013).

Supportive campus culture emerged in the literature
as ‘kindness’, manifested in academics who invested
time to talk to students and in support staff who
could help navigate the bureaucracy (Beardon and
Edmonds, 2007; Perepa, 2018). Kindness within
informal support networks was also key, from parents
giving latitude to allow autistic students to figure things

GAP, 23,1, 2022
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out for themselves, and when fellow students explicitly
let autistic students know that their presence in the
learning community was valued (MaclLeod, 2016;
Rutherford, 2013).

An ‘unfolding of the self’

Such cultural kindness often supported an ‘unfolding
of the self’, emerging in the many stories of autistic
students’ success in higher education. Successful
autistic students recounted a wish “to go to univer-
sity to sort of get away and start anew” (MaclLeod et
al, 2017, page 5). Once there, their expressed longing
for friends who would be “very understanding because
they care about me” often became a reality (Rutherford,
2013, page 81). University as a place of acceptance
where students felt understood by others became a
refrain in the papers that focused on the success of
autistic students (Berry, 2018; Cribb et al, 2019; Lambe
et al, 2019; Lei et al, 2018; MacLeod, 2016; MacLeod
et al, 2017; Rutherford, 2013). Understanding here
seemed to ‘unfold’ to a sense of belonging which was
further bolstered by having opportunities to make a
difference by contributing to their community, and
“to find something that we have a purpose for” (Berry,
2018, page 86). Students were proud of their persis-
tence and diligence (Gelbar et al, 2014; Gurbuz et al,
2019; Macleod et al, 2017; Rutherford, 2013).

“Has it been overwhelming, stressful and
traumatic? Absolutely! Though, I'm not
thinking about giving up. | will achieve
this through sheer determination”

(Ward and Webster, 2018, page 382).

Furthermore, there were reports of increased self-aware-
ness, self-acceptance and a growing confidence in the
students’ own abilities (Accardo, Kuder, et al, 2019;
Alverson et al, 2019; Bolourian et al, 2018; Casement et
al, 2017; Hastwell et al, 2017; MaclLeod, 2016; Rosqvist,
2019; Rutherford, 2013; Sayman, 2015; Vincent, 2019).
This was radically liberating for some students.

“l think just having a better ability to know that
if things do go wrong that | can deal with it
whereas before | thought the world would end”
(Vincent, 2019, page 1581).

Owning their diagnosis

Successful autistic students discussed owning a diag-
nosis, doing things their own way and choosing their
own support (Gurbuz et al, 2019; Hastwell et al, 2017;
Hotez et al, 2018; MaclLeod, 2016; Rosqvist, 2019).
Alongside these actions of self-advocacy, autistic
students also presented narratives of wider advocacy.
Involvement with a wider autistic community via social
media was described, alongside support given to
siblings or as parents of autistic children themselves,
while advocacy on campus emerged from being
openly autistic in an academic or a friendship context
(Berry, 2018; MaclLeod, 2016; Rutherford, 2013).

The need for peace and quiet

Many of the successes reported would probably not
have been possible without the last element of ‘peace
and quiet’. Campus life can be less rushed without
the family pressures of home (Berry, 2018). For most
students that move into student accommodation it is
the first time that they can have a place to call their
own (Drake, 2014; Lei et al, 2018). Though in these
accounts, it was not seen simply as a place of solitude.

“l like that | simultaneously have space
to be alone if | need to, but am also in
a supportive environment of friends.”
(Gelbar et al, 2015, page 49).

When noisy hall mates broke the sanctuary, students
often found a refuge in the library (Anderson, 2018;
Madriaga, 2010), particularly sound dampened cubi-
cles which they could reserve and “have utter quiet”
(Anderson, 2018, page 650). In these sanctuaries, they
found time to be calm, a place to minimise unneces-
sary socialisation, and a base for following their special
interests (Hastwell et al, 2017; Lambe et al, 2019;
Simmeborn Fleischer, 2012).

Discussion

Almost 62 per cent of the papers opened with a mantra
of ‘a growing number of autistic students’. There is
good reason for this. In 2000/01, only 80 undergrad-
uate students had disclosed an autism diagnosis to
UK universities. In 2020/21, that number has risen
to 14,590 undergraduates and 2,095 postgraduates
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(HESA, 2002, 2020). With this sizeable population,
perhaps it is time to acknowledge that there are many
autistic students already at university and we need to
ensure that we have universities in which they thrive.

Previous literature recounts the experience of autistic
students meeting the hard edge of the ‘double empathy
problem’ (Milton, 2012). If a learning community does
not seek to understand autistic needs, autistic students
are alienated from the institution; students’ responding
to that alienation with self-isolation leads to cultures in
which autistic understanding is not sought. While univer-
sities may be able to reduce stigma by nudging whole
student populations with diversity training, there is a
pressing need for educators to better understand their
autistic students (Gillespie-Lynch et al, 2015). There is
no shortage of advice; 29 per cent of the papers give
recommendations for designing better learning. With
the rise of autistic self advocates, specialist mentors
and autism counsellors becoming firm features in many
universities, the resources are there but not sufficiently
assimilated into the design and teaching practice of
universities. Institutions may have specialist mentoring
in place, but access to support often follows a crisis,
rather than being offered as a preventative. Going to
university is often the moment in which autistic students
start to take on the mantle of self advocacy, but without
nurturing forums, students can find this very hard and
may not relay their needs to anyone and potentially
leave the course.

Concluding comments

Literature reflecting the autistic experience of university
is entering a new phase. Where it was once focused
mainly on collating disparate, autistic voices in several
institutions, it can be contended that the relatively high
number of autistic students has reached a critical
phase in which university institutions need to turn
their academic lens back onto their own practice. In
doing so, there is an opportunity to fully develop the
idea of autism gain, as a subset of Goodley’s disability
gain and socially just pedagogies (Goodley, 2014;
Madriaga and Goodley, 2010). It may be that our
hyper-alert autistic students are acting as cultural

sentinels whose struggles reveal the faults within the
system. Some have referred to autistic pupils as being
‘canaries in the coalmine’ who detect poor practice and
it often said that non-autistic students too would benefit
from the adjustments that are made. Not every student
has the same learning style and many need support in
understanding what is required for assignments. Those
who are perfectionists can spend many, many hours on
crafting their work leading to exhaustion. Perhaps this
is utopian thinking, but universities have the capacity
to foster slow learning that values the quiet (Berg and
Seeber, 2016). There is a need to mitigate the rush of
campus life to allow sanctuaries within the complex
ecosystems of universities so that all may flourish.
Tutors and mentors are perfectly positioned to aid
the reflective journey of learning, which holds space
for flourishing students’ unfolding of self. Maybe you
have seen this ideal being lost among an institutional
juggernaut and, if so, take solace; supporting our autis-
tic students is not only just, it is an agent of change.
Universities in which autistic students flourish are those
where all students can flourish.
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