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Abstract
Insomnia and insomnia symptoms are frequent experiences of autistic people resulting in pronounced
daytime effects and poor quality of life. This study employed an Interpretive Phenomenological Analysis
approach to explore lived experiences of autistic adults with insomnia, perspectives on current available
interventions and future treatment preferences. Twelve participants (aged 21–48 years old) were
interviewed following screening for insomnia, using the Sleep Condition Indicator (scores ranged from 1–
12; cut off > 16). Each interview was analysed individually developing Personal Experiential Themes for
each case, which were then mapped across cases based on identified patterns and connections. Results
yielded rich personal accounts and identified two Group Experiential Themes: “The Night is Friendlier”
and “It Doesn’t Really Work for Me”. Participants described experiences with sleeplessness throughout
their adult lives and often since childhood. They discussed how the night time offers them a more relaxed
and safe space to freely behave as they wish. Advice and interventions were viewed by participants via
the prism of underlying social issues, such as autism acceptance and trust, and how these structures can
affect participants’ experiences with insomnia, help seeking and effectiveness of current interventions.
Our results highlight the need for inclusion of autistic people in insomnia research through co-production
and co-creation as well as clinical practice and delivery. This is the first study to integrate perspectives
and experiences of autistic people towards insomnia and sleep-related advice by health care
professionals. Findings are discussed in relation to theoretical and practical implications, as well as
directions for future research.

Introduction
Autism is a lifelong form of neurodivergency (1), currently defined by the presence of differences across a
range of domains including sensory processing (2), social communication style (3) and attentional
allocation (4). In addition to higher instances of physical (5, 6) and mental health concerns (7, 8) many
autistic*1 people experience significant challenges with sleep (9). Sleep disturbances frequently emerge
in early life of autistic children (10) and remain a common symptom throughout their development and
adulthood and are more pronounced in autistic adults compared to non-autistic groups (11). Insomnia is
characterised by experiences of initiating, maintaining or (upon early awakening) returning to sleep
despite adequate opportunity to sleep and absence of other conditions or substances explaining the
difficulties for at least three months, according to DSM-V (12). Findings indicate the high prevalence of
insomnia symptoms in autistic individuals, evidenced by increased sleep latency, poor sleep efficiency
and shorter night sleep (13–16).

There is a large body of work surrounding the bidirectional relationship between sleep and mood (17),
emotion regulation (18) and reactivity (19), employment (20), and social activity (21) in the general
population. In relation to autism, the direction of these associations remains unclear (22–25) with some
evidence suggesting that sleep disturbances are an exacerbation if not a symptom of mental health
difficulties, primarily anxiety and depression, in autistic adults (26) that may also exacerbate core autistic
symptoms (23, 26–30).
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Despite the evidence of the high prevalence of sleep disturbances in autistic adults and their resulting
accumulating burden in daytime functioning, research on sleep interventions for this group is limited.
Cognitive Behaviour Therapy for insomnia (CBT-I; (32) is the most promising intervention for insomnia in
adults even in the presence of co-occurring mental health disorders (33). However, currently there is no
evidence for a CBT-I tailored intervention for autistic adults, with limited evidence demonstrating
promising results of CBT-I in improving sleep in autistic children and their parents (34). Behavioural
interventions (35, 36) or melatonin (37) remain the main treatment choices for insomnia in younger
autistic individuals and across their lifespan with a pronounced lack of evidence of non-pharmacological
or other interventions. Importantly, the gap of knowledge remains on how autistic individuals understand
their experiences with insomnia and what they wish future interventions to include or ways to be
delivered.

The current study is the first in-depth exploration of their experiences with insomnia disorder and their
perspectives on current and future interventions. We employ qualitative design methodology, specifically
Interpretive Phenomenological Analysis (38), as it is the most suitable design to explore complex
perspectives of lived experiences without pre-existing theoretical assumptions in order to inform current
practice and future research directions.

Methods

Community Participation
This study was conducted in consultation with the charity Scottish Autism. Their experts by experience
worked with our research team, confirmed the importance of a qualitative exploration of the topic as
currently a gap of first-hand accounts from autistic people is apparent in sleep medicine research and
clinical practice. They also offered feedback on the study resources and methods, such as Participant
Information, Consent and interview questions offering valuable pre-study considerations. In later parts of
this paper, we recognise the need for in-depth co-participation and establish co-creation pathways by
future studies.

Our interactions on a consultancy level with experts by experience supported us to examine our biases
and assumptions around the conception, ethical application, recruitment and interview stages of the
study. We held useful exchanges with our internal team around neurodivergencies on a personal and
professional level in relation to the many identities we are also holding related to our gender, career level,
clinical, research as well as personal or family experience to neurodivergence.
Ethical Approval 

Favourable ethical opinion to the study was awarded by the Ethics Committee of the College of Science
and Engineering, University of Glasgow. The study is aligned to the British Psychological Society’s Code
of Ethics and Conduct.

Procedure
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The study adapted a purposive sampling design as the best approach to recruitment for an IPA analysis
as it allows the recruitment of the most suitable participants for the topic under consideration (39).
Participants were recruited via social media, such as Facebook and Twitter (current X), and subsequently
were asked to complete a short screening form regarding their age, diagnosis, and preferred medium and
format of interview as well as the Sleep Condition Indicator (SCI; 37) scale to assess the presence of
insomnia disorder. The SCI is an eight-item rating scale designed as a screening psychometric tool for
insomnia based on DSM-5 criteria with a cut off of >16 in which higher scores indicate better sleep (40).
Using a cut-off score of 16, participants scoring lower, indicating the presence of insomnia disorder, were
invited to participate in the study. Eligible age range was set to 18-50 years old to account for sleep
difficulties due to older age or menopause related sleep disturbances in women. All participants had to
have an autism diagnosis at the time of the interviews based on self-report data. Informed written
consent was obtained prior to the interviews.

Eligible participants were invited to take part in the interviews and were sent thorough instructions on
what the format of the interview will be and introductions to the research team and surroundings. These
included short videos introducing all the researchers, the surroundings of the department and the actual
room where interviews were to take place (if the interview was scheduled in-person). Additionally, a short
video of the walking route to the building itself from various local stations and bus stops was shared with
consented participants. The participants were not known in the members of the research team and no
compensation was offered for their time taking part in the study.

Participants

In total, 36 participants responded to the study recruitment adverts of which 12 (5 men and 7 women)
were invited to take part in the study. Participants ranged in age from 21 to 48 years of age (M = 35.6, SD
= 9.2) with SCI scores ranged from 1 to 12 (M = 6.3, SD = 3.34). 

Data Collection

The study employed a flexible, multimodal communication approach to interviews to allow autistic adults
to express their communication preferences. Of the twelve interviews, five were face-to-face, four were
over the phone, two were via an online platform (Skype) and one interview was done through written
answers sent by the participant. All interviews were recorded and transcribed with the exemption of the
written one. Interviews averaged 82 minutes in duration (range 53-115 minutes). Interviews were
conducted by AB and MY, who opted out of authorship on this paper, and feedback on interviewing was
provided by MG following the first two interviews. The research team kept reflective jotting notes about
participants’ comments and researcher’s thoughts during the interview. Subjectivity statements were
developed and shared during email exchanges at different points of data coding. 

Data Analysis
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Interpretative Phenomenological Analysis (IPA) was conducted following closely the methodology
outlined in Smith, Larkin and Flowers 2nd Edition (38). Consisting of seven steps, the first entails reading
and re-reading the transcripts to immerse oneself in the data. This step was accompanied by listening
and re-listening to audio recordings of the interviews to get a sense of emotions, tone and emphasis used
by the participants throughout the interviews. Following this, exploratory notes and codes were recorded
both in paper (during the reading) and online using NVivo (v.12). The third step was to construct
experiential statements, looking for the most important features of the previous steps and developing
conceptual meanings based on the transcripts and researchers’ interpretations. Fourth, connections and
patterns across experiential statements by the participants were collated and examined in light of the
research aims of the study. In step five, these connections were mapped and named as reflected in the
coding. Step six repeats the abovementioned processes for each of the interviews. Finally, step seven
involved reflecting on the personal experiential themes to develop group experiential themes. Primary
analysis of all transcripts was conducted by DN. To enhance the credibility of the findings, MG and ER
independently coded a different transcript each, after which codes and comments for all transcripts were
discussed amongst the entire research team. Steps three, four and seven were conducted by MG and DN
working collectively. 

Positionality

Within IPA, reflexivity is a necessary process in interpreting and developing an understanding of
participants’ experiences (41) exploring their positionality in reference to a phenomenon and the people
experiencing it. The subjective nature of qualitative research is recognized by establishing how one’s
identity (i.e., gender identity, gender presentation, class, education, sexual orientation, race, ethnicity, age,
language, culture, etc.) and contextual (i.e., immigration status, etc.) positionality contribute to the
construction of the research process and findings. This positionality can be explored through the use of
reflexivity (42).   Smith et al. (38) set out seven steps for the completion of IPA analysis, embedding a
reflexive process within the steps which were followed by all members of the research team that were
included at various stages of the analysis (DN, MG, ER).

Researchers commented on their different interpretations of the same quotes from the interviews and
related these to their own experiences drawn from research and clinical practice. In the final stage of
analysis and writing, LM was asked to review the study, results, and interpretations of the findings via the
prism of their personal experiences. This shed light on differences in the emphasis of concepts and
meaning within the themes and the addition of concepts, such as trust. 

Results
Using IPA two Group Experiential Themes (GET) were identified with both containing two Experiential
Themes (ET; Table 1).

Table 1. Experiential and group experiential themes (ET, GET) generated using IPA.
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Themes and Codes

  Group Experiential Theme (A) Group Experiential Them
(B)

The Night Time is Friendlier  It Doesn’t Really Work for
Me

Personal Experiential
Themes 

1. Normalising Sleeplessness [that’s the
way life is]

2. Advice for Better Sleep

2. The Night Time is Friendlier  2. Interventions and
Preferences

A. THE NIGHT TIME IS FRIENDLIER

1. Normalising Sleeplessness [that’s the way life is]

All participants talk about experiencing some form of sleeping issue since their early childhood or at the
very least their teenage years, with differing degrees of severity. They discuss not being aware of the
extent of their sleeping issues ‘because I just felt, like, well that’s the way life is’ (P7), accepting it as part
and parcel of life and their autism.

‘Um so I-I personally couldn’t say, for sure that it’s the autism that does it but I [sigh] I-I mean I speak to
other autistic people who say they have trouble sleeping and think “Yeah, yeah that sounds like me” you
know?’ (P7).

External sounds are undesired and keep them awake because ‘it feels like everyone else is intruding’ (P6).
They describe an importance for creating a comfortable (head) space for themselves in order to fall
asleep. 

‘I go through about four different positions before I go to sleep, you know, I have to do this and then I have
to do that and so on […] I have trouble figuring out where, where my body ends and the rest of the world
begins, as it were. So what I’ve always done ever since I was a child is hold myself in quite rigid positions
so that I can feel my limbs, um, and I think that’s part of it as well, is that, um, I’m never truly relaxed. I’m
always tense in some way or in an uncomfortable position in some way because that’s the only way I feel
like I’m, me and the rest of the world is out there’ (P7).

Despite their otherwise acceptance of a life with sleeping difficulties they do notice that their autistic
symptoms do benefit from a good night’s sleep. When they do not sleep well, their ability to engage with
an otherwise manageable environment diminishes. Still, this was not enough to make them aware of the
extent of their sleeping problems. 
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‘I don’t really have too many hearing problems when it comes to my autism, but if I’m tired it’s like a
hundred, like a hundred times worse. Small noises seem really loud. Big crowds seem really
overwhelming and places that I can handle when I’ve had enough sleep are a nightmare’ (P1). 

Consequently, participants describe their mood plummeting: ‘I get really low, um, and I feel, um, I feel
things are getting on top of me. Like things are more stressful […] I get more introverted than usual and I
find it harder to tolerate being around other people or speaking to people’ (P6). 

2. The Night Time is Friendlier

Participants talk about the night-time as a period undisturbed by the presence of others that ‘energizes
me and sometimes I feel it has the opposite effect, because it’s, um, it’s quiet and it’s nice’ (P6). During the
day they ‘try really hard to sort of hold everything together’ (P3), but at night they can explore their own
interests, catch up on tasks or reflect. One participant describes how the night period is a friendlier space
for them when the feel naturally more relaxed. 

‘There are more interesting things to, to look at or there’s always things that need done […] Then I kind of
resent having to go to sleep, because I’d rather be doing something else […] I don’t know if it’s the same for
all autistic people but, night time is friendlier to me than daytime and I enjoy it being night time so, it’s
kind of rum, it’s feel like, it’s feels like my natural daytime when I’m more relaxed and happy and, kind of
‘me time’.’ (P6).

For some it appears that they engage in active sleep procrastination activities as they ‘definitely fight
sleep’ (P1) and the lack of an inherent desire to sleep. Several participants describe sleep as boring and
unliked; having no need or wish to sleep. They do understand they need (to) sleep and they describe this
need as not unlike to the recommendation to exercise, and thus they do try to sleep. 

‘Sleep’s like exercise. Like, you need it, but it’s, it’s really boring. Like, what’s more boring than lying in the
bed doing what feels like nothing’ (P1). 

One participant notes their surprise at discovering that other people like to sleep and don’t consider sleep
as chore. 

‘I had nothing to compare it to, really. You know, it’s um, [sigh] [pause]. Yeah, so I never really felt
motivated to do much about it, um, to be honest. Because I just felt, like, well that’s the way life is. And it
took me a long time, I think, to realise that other people didn’t sleep like I did, and you know, that other
people actually like sleeping’ (P7). 

The night-time is in stark contrast to their daytime that is loaded with the pressure to mask who they are
during their interactions with non-autistic people. At night, there is no need to engage in such behaviours
and they can be themselves without any self-imposed pressures to act differently. 
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‘And I put, um, I put too much pressure on myself to be perfect and to be great at things so I can prove
that I’m normal [laughs] when I’m not. Um, I don’t really want to be normal anyway, it’s- it’s so I can prove
that I’m coping by doing these silly things, like having, um, a perfect house that’s clean and shine and
smells nice and the kids are nicely dressed […]’ (P6).

The pressure adds up for them and is described as contributing to feelings of tiredness that is
accumulating via exhausting interactions with others that affects their mental health and sleep as the
participant below describes poignantly. 

‘Tiredness gathers up over the days and weeks after a meeting of social “performance”/interaction […]
[P12] becomes overwhelmed by feelings I dread and paranoia, self-worth, and sense of who [P12] is
disintegrates and sleep is very bad’ (P12).

B. IT DOESN’T REALLY WORK FOR ME

1. Advice for Better Sleep 

There is a clear distinction between the forms of sleeping advice that participants have implemented or
simply tried out and the ones they are to be hesitant to try. All participants describe having tried a wide
variety of low effort sleeping advice, such as essential oils, mindfulness apps and/or using their own
form of (highly familiar or curated) media. In particular, the use of devices at night and different forms of
media are the main part of most of the participant’s sleeping routines.  

‘I’ve started using an app on my phone which plays like noises, you know like the crackling bonfires and
the rain and things that helps it-it's almost like a Pavlov’s dog thing now I, I switch on the little thing that
makes rain noises and I know that’s sleep time and that seems to help a bit. I have tried giving up screens
it doesn’t really work for me, uhm. […] it is hard to get away from screens but I do try […]’ (P7)

‘I've tried, uhm, meditation, which doesn’t work for me anyway. Uhm, I've tried not having anything sort of
electronic around so no TV, no audiobooks, uhm, just a room and darkness, that doesn’t really work either,
uhm.’ (P6).

Sleeping advice that involves more consistent effort and requires more time, such as engaging with CBT
or establishing a consistent sleeping routine, have been more difficult to adhere or implement. 

‘I feel like if I did [establish a routine], it would make things a bit easier for me. But I just find it difficult to
get it set’ (P9).

‘[Regarding CBT] My default would be, I would just prefer to read about it myself, but I know that I have
read about it, and I've not really been able to work in a lot of it. Stick to it, that’s the issue, I’ve not been
able to stick to it, um’ (P8).

Those that have a partner that participates in the routines or supports the sleeping advice in another way
report it being helpful. On the other hand, others within the household also play a role in disrupting
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routines. 

‘So if my husband is with [daughter] trying to get her to fall asleep, then it takes, it has a knock-on effect
of my sleep schedule, and when I can go to sleep.’ (P3).

Most participants described a dependency on external commitments and influences when it comes to
their ability to form or stick with a routine, despite overwhelmingly indicating a desire and preference for
one. These influences, such as work and school, provide a sort of anchor to inform what their rough
timelines should be. Having a responsibility towards someone else creates the essential need, which is
not there for the participant’s themselves because ‘I will break a plan with myself […]. I will forgive myself
for [breaking] that plan, but I just assume the other person won’t’ (P1). 

2. Interventions and Preferences

All participants report that in healthcare settings being autistic is often the endpoint of any investigation
with no solutions provided or in some cases resulting in contradicting responses among professionals.
One participant characteristically says: ‘So one GP says CBT, one GP said Propranolol, and one GP said
you’re autistic’ (P1). 

Almost all participants noted that the standard duration of CBT and other forms of talking therapies was
not sufficient for them to implement long-lasting changes. Note that participants in our study have only
experienced these forms of therapy for issues other than sleeping difficulties or insomnia. This is
especially important for forms of sleep treatments that require significant and consistent daily and inter-
daily effort, such as keeping a sleep diary and doing mindfulness exercises. They note it helps if
someone else is checking in regularly, both to keep them accountable and to help them if any challenges
arise. 

‘Uh, my thoughts on it [sigh] You’ re not supported when you get put on these things’ (P2).

When it is simply information or a module to complete by themselves, there is a tendency to forget about
it. 

‘I know that sometimes if I come up against a challenge or something that’s maybe, I can just get a bit
stuck and I can just, I probably just avoid it. I'd probably just, I would probably just get to a point where I
had, say something if it was something challenging, I would just not go back to it.’ (P8).

Another example of the need for individualised treatment was the use of mindfulness and sleep aiding
apps. While these worked really well for some participants, others remarked on their potential counter
productiveness noting ‘if I become engrossed in something like that I find it very hard to then get away
from my phone’ (P11). Some of these apps rely on different forms of breathing and muscle relaxation.
Several participants note having trouble engaging in these activities as it has the opposite effect of the
intended for them. They relate this to their autistic features, such as not being able to feel where their own
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body begins and ends, like P7 below and having difficulty adjusting to different breathing patterns (P12).
Others note not having the concentration or focus to do these types of techniques. 

‘But actually, just you know sort of going through that thing of “Oh you’re sinking through the floor, and
first your toes are going soft” and all those kind of things, I-I've never been able to do that. It makes me
feel really quite self-conscious and em, like I say m-my-my touch perception is very, is not very good, so I
can’t, I can’t feel where I end and other things begin, and so the only way I can feel that is trough being
tense in some way, um finding it hard to explain, yeah’ (P7).

‘Breathing has always caused [P12] anxiety when she tries the breathing exercises. It often ironically
triggers a panic attack’ (P12).

In particular, talking therapies or interventions focusing on cognitions and emotions highlighted by
participants as being particularly challenging for autistic people due to the common feature of
alexithymia (inability to recognise or describe one’s emotions). 

‘[…] obviously we have um, obviously spectrum wise, um, people have different issues, with, um, talking
about emotions. Uh, understanding emotions, link-linking emotions, and behaviours’ (P2).

This corresponds with participants previously noting difficulty in ‘sticking with’ interventions such as CBT.

‘Challenging unhelpful thoughts for instance, um, if you’re a neurotypical person that might be relatively
simple, well not simple, cognitive behaviour therapy might be helpful in, helping you to challenge
unhelpful thoughts but because of the way autistic people sort of perseverate on things and things and
think about things over and over again it might need more tailoring, um, towards them’ (P7).

Online therapies were noted to be useful for people that had difficulty traveling or fitting it into their
schedules and had the added bonus of being able to choose their own comfortable environment away
from external distractions. However, not everyone preferred online therapy as 

‘if I’m reading it on a screen I don’t feel as though I’m actually [sigh] it doesn’t feel as though I’m uh I’m not
expressing anything?’ (P11).

Regarding the mode of delivery participants expressed opposing opinions on the effectiveness of group
versus individual therapies and in-person versus online therapies, highlighting issues with travel or
sharing experiences with others.

‘I feel like the, the stress of traveling somewhere, and being somewhere would maybe outweigh the
benefit of getting the help’ (P3).           

‘I think email is good because you have the ability to, not t- you know like do it when you can do it. Um,
but then I also do like, like I do like going to my therapist now because it’s like a regular thing that I go,
and it’s a nice experience’ (P3).
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‘I think when you’re actually relating to people and sharing things I think it, it wouldn’t, my, my, I know the
way my brain works and I would tend to see that more as a, almost like a-a-a course that I was pa-
passing through, working through rather than something that was em designed to be a therapeutic em
change to my lifestyle’ (P4).

 For some, it was difficult to deal with multiple different people, voices and opinions when talking about
something so intimate. Others noted the comfort, validation and helpful advice they could get from group
therapies, especially if the groups were with other autistic people.

‘Speaking to one person at a time is good, but trying to speak to different people at one time I don’t know
who to hear and I struggle a lot with that’ (P3).

While seemingly contradicting each other on what works for autistic people or not, underlying these
feelings is the desire to be treated as an individual person and to be listened to seriously. 

‘There's so much that can help, different people, um, sleeping. But it’s got to be individualised [pause] you
know? One thing is not going to work for everybody’ (P2).

Moreover, participants highlighted that they valued information being disseminated by other autistic
people, as they would be able to put it into an autistic perspective. This also helps to build trust, as
participants previously expressed negative interactions with care professionals when asking for help. 

‘I think the thing I find most useful is an autistic person or a group of autistic people having a discussion
about what works for them and em stuff like that. I think em. [sigh] The idea of it being peer-led is a very
important thing, and I think you’ll find is a very important thing to lots of autistic adults, who would like to
see, you know, themselves involved more in, in initiatives and things’ (P7).

Several participants note that they would find it helpful to have a group for autistic adults to come
together. This could be structured and related to a specific problem or treatment it could be drop-in and
talk about how you’ve been. This would also be helpful alongside standard sleep treatments. Overall,
participants are clear that they want to be heard and involved in interventions.  

‘So for instance you might have a CBT programme like this but also have a once a week um group of
autistic adults who, who go to a drop-in centre and talk about this and how it’s going for them or
something like that […] I think the thing I find most useful is an autistic person or a group of autistic
people having a discussion about what works for them and, um, stuff like that. I think, um [sigh]. The idea
of it being peer-led is a very important thing[...]. So I-I think a YouTube video that was like three or four
people, you know talking about their sleep problems and what’s helped them [um] as autistic people
would-would be good, I’d like to see something like that. I think you would be slightly less likely to pay
attention if it was like a researcher or an academic who wasn’t autistic, talking to you about it’ (P7).

Participants talk about being autistic when they discuss what would help with their sleep. Specifically,
they are unsure whether there a prominent solution for their sleeping problems exists or whether a
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combination would be more effective. However, they all agreed that any interventions would be more
effective if they were adapted to autistic people rather than being based on the general population. 

‘For me, the way, the way that I can think of is probably a very unfair assessment but the way that I can
conceptualise general talking therapies such as psychotherapy and counselling, would not be particularly
relevant to me and the issues that I have with sleep um, because my anxiety, even though I call it anxiety,
whether it’s anxiety or whether it’s just a part of the way my brain works and whether that’s kind of
attached to being autistic or not regardless of that, that kind of anxiety isn’t really tied to a specific trigger
or um, it isn’t really tied to something that I think could be spoken away or helped through talking
therapies , um, for me personally.’ (P5).

A key to a successful intervention for autistic people lies in the involvement of autistic people across all
stages of a sleep intervention including the service provision and delivery.

‘The most important thing for research of autistic adults in general um, in my view, is um to get autistic
people involved, in the development of the service, in figuring out how, you know not just asking them at
the end what they think of it, but to get them involved in developing from the beginning, what’s going on.
So um I think that involvement is very important um.  That I think is the key to, hopefully a more
successful intervention’ (P7).

Discussion
Our study explored the experiences of autistic adults with sleep disturbances and specifically insomnia.
More specifically, on their personal experiences with advice and treatment preferences and how they
make sense of their experiences within the context of the UK healthcare support system. Following
extensive analysis based on the IPA guidelines (38) two Group Experiential Themes were identified: “The
Night is Friendlier” and “It Doesn’t Really Work for Me”. These themes demonstrate the unique experiences
of autistic adults with sleep difficulties and insomnia and their distinct approach to advice and available
interventions.

Although overall, participant’s experiences and perceptions of their insomnia symptoms did not differ in
quality from narratives of non-autistic people with insomnia (43), the underlying and maintaining reasons
expressed by participants seem to relate to them being autistic. The first theme (The Night is Friendlier)
mainly refers to participants’ experiential statements of using late-night hours as a respite from the world
and from the obligation to conform. Experiences of masking during the day and striving for perfection to
avoid stigma related to being autistic build up during the day, leaving the night-time as a window to
engage in activities that align with their passions and interests without judgement. Bedtime
procrastination is common amongst insomnia patients and evidence suggests a mediating role of self-
control (44), emotion regulation (45) and more general emotions, such as anxiety (44,46), between
bedtime procrastination and sleeping problems. Participants describe nights where their daily interactions
and practices are mentally repeated and self-analysed in order to improve the social scripts they have
created. While motivations behind masking are different for individuals research suggests two key
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motivations. These are firstly internally driven motivations to promote connection, and secondly
assimilation to cope with external behavioural demands by society (47). This may suggest that masking
adds to the post-event processing often experienced by people with insomnia, generating a unique
additional load to their experiences. Post-event processing, having an active/alert brain at night, and
using media such as familiar TV shows or music to help them fall asleep are not unique to autistic
people and are reported widely by those with insomnia. However, it is important to acknowledge that for
autistic people, these experiences are considered part of being autistic, deeply personal, and should be
taken into account for any interventions. Research suggests that masking is used for short-term goals but
can have long-term effects on mental health and wellbeing (47). Included in the detriments are feelings of
defeat (48), isolation and exhaustion (47). Our results indicate to the possibility that masking may play
an important role in participants’ sleeping behaviours, thus it is important to recognise the potential for
compounding long-term consequences of masking and sleeping problems in autistic adults. 

The second GET (It Doesn’t Really Work for Me) brings to light the intricacies of identity within the realm
of autism, with participants discussing how the subtle interplay of autistic traits and comorbidities, such
as mental health problems, can create uncertainty in discerning one from the other. This confusion is
often compounded by well-meaning but perhaps misguided authoritative figures, such as healthcare
professionals, who at times dismiss concerns as simply ‘part of being autistic’. Often ‘being autistic’ was
enough to be the endpoint of any investigation. This dismissal reinforces insecurity surrounding the
distinction, leaving autistic individuals uncertain about the legitimacy of their experiences and eroding
trust in support and care systems. The aspect of trust featured heavily in participants’ suggestions for
improvement of insomnia treatments for autistic people, albeit implicitly. Further, lack of trust and lack of
feeling in control can affect participants’ attitudes towards their perception of being capable of changing
their sleeping behaviours and towards the effectiveness of sleeping advice. 

Strengths and Limitations

The involvement of autistic people at every step of the process, from inception to data collection and
interpretation of the findings is a strength of the current study. Direct perspectives and experiences of
autistic people with insomnia are scarce in the literature. This study was able to amplify autistic people’s
voice regarding their experiences with insomnia and its treatment in the current clinical and research
framework. Our results echo the calls for patient and participant involvement in design of non-
pharmacological sleep interventions in order to understand the barriers to seek support and develop
acceptable treatment options (49,50).

One limitation of the current study is that it was not able to identify specific adaptations required for
autistic adults to receive CBT intervention aimed at insomnia in autistic people. This can be attributed to
the methodology of IPA interview that did not allow guiding participants to specific questions and can be
accomplished by future research. Our study, however, highlighted the difficulty of finding a one-size-fits-all
solution due to the heterogeneity across the autism spectrum. 

Clinical and Research recommendations
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While there was no real agreement on how current interventions and advice for insomnia needs to be
adapted to autistic people, many of the participants’ suggestions alluded to the desire to be included and
heard, with participants suggesting sleeping advice to be disseminated by autistic people, inclusion of
autistic people in research and inclusion of autistic people in the creation of tailored interventions for
insomnia. This aligns with previous research showing that 21% of autistic adults report not wanting to
participate in CBT-based interventions, with CBT ranking sixth amongst the approaches they would use
(51). 

Conclusion
This is the first comprehensive study to explore the perspectives and experiences of autistic people with
insomnia and their preferences for sleep-related advice and interventions. Our results highlight the
imperative to include autistic individuals in research design and clinical practice in order to gain a more
nuanced and accurate understanding of their unique challenges and preferences, paving the way for
more empathetic and relevant recommendations. This inclusion ensures that interventions and advice are
tailored to their specific needs, enhancing the effectiveness of support strategies and contributing to
building trust between autistic people and researchers.
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Procedure
The study adapted a purposive sampling design as the best approach to recruitment for an IPA analysis
as it allows the recruitment of the most suitable participants for the topic under consideration (39).
Participants were recruited via social media, such as Facebook and Twitter (current X), and subsequently
were asked to complete a short screening form regarding their age, diagnosis, and preferred medium and
format of interview as well as the Sleep Condition Indicator (SCI; 37) scale to assess the presence of
insomnia disorder. The SCI is an eight-item rating scale designed as a screening psychometric tool for
insomnia based on DSM-5 criteria with a cut off of ≥ 16 in which higher scores indicate better sleep (40).
Using a cut-off score of 16, participants scoring lower, indicating the presence of insomnia disorder, were
invited to participate in the study. Eligible age range was set to 18–50 years old to account for sleep
difficulties due to older age or menopause related sleep disturbances in women. All participants had to
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have an autism diagnosis at the time of the interviews based on self-report data. Informed written
consent was obtained prior to the interviews.

Eligible participants were invited to take part in the interviews and were sent thorough instructions on
what the format of the interview will be and introductions to the research team and surroundings. These
included short videos introducing all the researchers, the surroundings of the department and the actual
room where interviews were to take place (if the interview was scheduled in-person). Additionally, a short
video of the walking route to the building itself from various local stations and bus stops was shared with
consented participants. The participants were not known in the members of the research team and no
compensation was offered for their time taking part in the study.

Participants

In total, 36 participants responded to the study recruitment adverts of which 12 (5 men and 7 women)
were invited to take part in the study. Participants ranged in age from 21 to 48 years of age (M = 35.6, SD 
= 9.2) with SCI scores ranged from 1 to 12 (M = 6.3, SD = 3.34).

Data Collection

The study employed a flexible, multimodal communication approach to interviews to allow autistic adults
to express their communication preferences. Of the twelve interviews, five were face-to-face, four were
over the phone, two were via an online platform (Skype) and one interview was done through written
answers sent by the participant. All interviews were recorded and transcribed with the exemption of the
written one. Interviews averaged 82 minutes in duration (range 53–115 minutes). Interviews were
conducted by AB and MY, who opted out of authorship on this paper, and feedback on interviewing was
provided by MG following the first two interviews. The research team kept reflective jotting notes about
participants’ comments and researcher’s thoughts during the interview. Subjectivity statements were
developed and shared during email exchanges at different points of data coding.

Data Analysis

Interpretative Phenomenological Analysis (IPA) was conducted following closely the methodology
outlined in Smith, Larkin and Flowers 2nd Edition (38). Consisting of seven steps, the first entails reading
and re-reading the transcripts to immerse oneself in the data. This step was accompanied by listening
and re-listening to audio recordings of the interviews to get a sense of emotions, tone and emphasis used
by the participants throughout the interviews. Following this, exploratory notes and codes were recorded
both in paper (during the reading) and online using NVivo (v.12). The third step was to construct
experiential statements, looking for the most important features of the previous steps and developing
conceptual meanings based on the transcripts and researchers’ interpretations. Fourth, connections and
patterns across experiential statements by the participants were collated and examined in light of the
research aims of the study. In step five, these connections were mapped and named as reflected in the
coding. Step six repeats the abovementioned processes for each of the interviews. Finally, step seven
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involved reflecting on the personal experiential themes to develop group experiential themes. Primary
analysis of all transcripts was conducted by DN. To enhance the credibility of the findings, MG and ER
independently coded a different transcript each, after which codes and comments for all transcripts were
discussed amongst the entire research team. Steps three, four and seven were conducted by MG and DN
working collectively.

Positionality

Within IPA, reflexivity is a necessary process in interpreting and developing an understanding of
participants’ experiences (41) exploring their positionality in reference to a phenomenon and the people
experiencing it. The subjective nature of qualitative research is recognized by establishing how one’s
identity (i.e., gender identity, gender presentation, class, education, sexual orientation, race, ethnicity, age,
language, culture, etc.) and contextual (i.e., immigration status, etc.) positionality contribute to the
construction of the research process and findings. This positionality can be explored through the use of
reflexivity (42). Smith et al. (38) set out seven steps for the completion of IPA analysis, embedding a
reflexive process within the steps which were followed by all members of the research team that were
included at various stages of the analysis (DN, MG, ER).

Researchers commented on their different interpretations of the same quotes from the interviews and
related these to their own experiences drawn from research and clinical practice. In the final stage of
analysis and writing, LM was asked to review the study, results, and interpretations of the findings via the
prism of their personal experiences. This shed light on differences in the emphasis of concepts and
meaning within the themes and the addition of concepts, such as trust.

Results

Using IPA two Group Experiential Themes (GET) were identified with both containing two Experiential
Themes (ET; Table 1).

References
1. den Houting J. Neurodiversity: An insider’s perspective. Autism [Internet]. 2019 Feb 1 [cited 2023 Nov

3];23(2):271–3. Available from: https://doi.org/10.1177/1362361318820762

2. Robertson CE, Baron-Cohen S. Sensory perception in autism. 2017 [cited 2023 Nov 3]; Available from:
www.nature.com/nrn

3. Milton D. So what exactly is autism? Autism Educ Trust [Internet]. 2012 Aug 30 [cited 2023 Nov 3];
Available from: http://www.aettraininghubs.org.uk/wp-content/uploads/2012/08/1_So-what-exactly-
is-autism.pdf

4. Murray D, Lesser M, Lawson W. Attention, monotropism and the diagnostic criteria for autism.
Autism [Internet]. 2005 May [cited 2023 Nov 3];9(2):139–56. Available from:
www.autismandcomputing.org.ukwww.autismandcomputing.org.uk



Page 17/21

5. Croen LA, Zerbo O, Qian Y, Massolo ML, Rich S, Sidney S, et al. The health status of adults on the
autism spectrum. http://dx.doi.org/101177/1362361315577517 [Internet]. 2015 Apr 24 [cited 2023
Aug 31];19(7):814–23. Available from:
https://journals.sagepub.com/doi/10.1177/1362361315577517?url_ver=Z39.88-
2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub++0pubmed

6. Rydzewska E, Dunn K, Cooper SA. Umbrella systematic review of systematic reviews and meta-
analyses on comorbid physical conditions in people with autism spectrum disorder. Br J Psychiatry
[Internet]. 2021 Jan 1 [cited 2023 Jul 17];218(1):10–9. Available from:
https://www.cambridge.org/core/journals/the-british-journal-of-psychiatry/article/umbrella-
systematic-review-of-systematic-reviews-and-metaanalyses-on-comorbid-physical-conditions-in-
people-with-autism-spectrum-disorder/EC3473487B4B26DA18E1BFB634BB2390

7. Crane L, Adams F, Harper G, Welch J, Pellicano E. ‘Something needs to change’: Mental health
experiences of young autistic adults in England. Autism [Internet]. 2019 Feb 1 [cited 2023 Nov
3];23(2):477–93. Available from: https://doi.org/10.1177/1362361318757048

8. Hossain M, Khan N, Sultana A, Ma P, Lisako E, Mckyer J, et al. Prevalence of comorbid psychiatric
disorders among people with autism spectrum disorder: An umbrella review of systematic reviews
and meta-analyses. 2020 Apr 10 [cited 2023 Jul 17]; Available from:
/articles/preprint/Prevalence_of_comorbid_psychiatric_disorders_among_people_with_
autism_spectrum_disorder_An_umbrella_review_of_systematic_reviews_and_meta-
analyses/11497014/2

9. Pavlopoulou G. A Good Night’s Sleep: Learning About Sleep From Autistic Adolescents’ Personal
Accounts. Front Psychol. 2020 Dec 22;11:583868.

10. Humphreys JS, Gringras P, Blair PS, Scott N, Henderson J, Fleming PJ, et al. Sleep patterns in children
with autistic spectrum disorders: a prospective cohort study. Arch Dis Child [Internet]. 2014 Feb 1
[cited 2023 Nov 3];99(2):114–8. Available from: https://adc.bmj.com/content/99/2/114

11. Morgan B, Nageye F, Masi G, Cortese S. Sleep in adults with Autism Spectrum Disorder: a systematic
review and meta-analysis of subjective and objective studies. Sleep Med [Internet]. 2020 Jan 1 [cited
2023 Nov 3];65:113–20. Available from: https://pubmed.ncbi.nlm.nih.gov/31739229/

12. American Psychiatric Association. Diagnostic and Statistical Manual of Mental Disorders.
Diagnostic Stat Man Ment Disord. 2013 May 22;(5).

13. Díaz-Román A, Zhang J, Delorme R, Beggiato A, Cortese S. Sleep in youth with autism spectrum
disorders: Systematic review and meta-analysis of subjective and objective studies. Evid Based Ment
Health. 2018 Nov 1;21(4):146–54.

14. Baker E, Richdale A, Short M, Gradisar M. An investigation of sleep patterns in adolescents with high-
functioning autism spectrum disorder compared with typically developing adolescents. Dev
Neurorehabil [Internet]. 2013 [cited 2023 May 24];16(3):155–65. Available from:
https://www.tandfonline.com/action/journalInformation?journalCode=ipdr20



Page 18/21

15. Baker EK, Richdale AL. Sleep patterns in adults with a diagnosis of high-functioning autism spectrum
disorder. Sleep [Internet]. 2015 Nov 1 [cited 2023 May 24];38(11):1765-1774A. Available from:
https://pubmed.ncbi.nlm.nih.gov/26237770/

16. Tse ACY, Yu CCW, Lee PH. Comparing sleep patterns between children with autism spectrum disorder
and children with typical development: A matched case–control study. Autism. 2020;24(8):2298–
303.

17. Konjarski M, Murray G, Lee VV, Jackson ML. Reciprocal relationships between daily sleep and mood:
A systematic review of naturalistic prospective studies. Vol. 42, Sleep Medicine Reviews. 2018. p.
47–58.

18. Kahn M, Sheppes G, Sadeh A. Sleep and emotions: Bidirectional links and underlying mechanisms.
Vol. 89, International Journal of Psychophysiology. 2013. p. 218–28.

19. Sin NL, Wen JH, Klaiber P, Buxton OM, Almeida DM. Sleep duration and affective reactivity to
stressors and positive events in daily life. Heal Psychol. 2020;39(12):1078–88.

20. Van Laethem M, Beckers DGJ, Kompier MAJ, Kecklund G, van den Bossche SNJ, Geurts SAE.
Bidirectional relations between work-related stress, sleep quality and perseverative cognition. J
Psychosom Res. 2015;79(5):391–8.

21. Holding BC, Sundelin T, Schiller H, Åkerstedt T, Kecklund G, Axelsson J. Sleepiness, sleep duration,
and human social activity: An investigation into bidirectionality using longitudinal time-use data.
Proc Natl Acad Sci U S A. 2020;117(35):21209–17.

22. Verhoeff ME, Blanken LME, Kocevska D, Mileva-Seitz VR, Jaddoe VWV, White T, et al. The
bidirectional association between sleep problems and autism spectrum disorder: A population-based
cohort study. Mol Autism. 2018;9(1).

23. Bangerter A, Chatterjee M, Manyakov N V, Ness S, Lewin D, Skalkin A, et al. Relationship Between
Sleep and Behavior in Autism Spectrum Disorder: Exploring the Impact of Sleep Variability. Front
Neurosci [Internet]. 2020 [cited 2023 May 24];14. Available from: www.frontiersin.org

24. Veatch OJ, Maxwell-Horn AC, Malow BA. Sleep in Autism Spectrum Disorders. Curr sleep Med reports
[Internet]. 2015 Jun 1 [cited 2023 Nov 3];1(2):131. Available from: /pmc/articles/PMC4450800/

25. Deliens G, Peigneux P. Sleep–behaviour relationship in children with autism spectrum disorder:
methodological pitfalls and insights from cognition and sensory processing. Vol. 61, Developmental
Medicine and Child Neurology. 2019. p. 1368–76.

26. Vannucchi G, Masi G, Toni C, Dell’osso L, Erfurth A, Perugi G. Bipolar disorder in adults with
Asperger’s Syndrome: A systematic review. 2014 [cited 2023 Nov 3]; Available from:
http://dx.doi.org/10.1016/j.jad.2014.06.042

27. Tudor ME, Hoffman CD, Sweeney DP. Children with autism: Sleep problems and symptom severity.
Focus Autism Other Dev Disabl [Internet]. 2012 Dec [cited 2023 Nov 3];27(4):254–62. Available from:
http://foa.sagepub.com

28. Park S, Cho SC, Cho IH, Kim BN, Kim JW, Shin MS, et al. Sleep problems and their correlates and
comorbid psychopathology of children with autism spectrum disorders. Res Autism Spectr Disord.



Page 19/21

2012;6(3):1068–72.

29. Malow BA, Marzec ML, McGrew SG, Wang L, Henderson LM, Stone WL. Characterizing sleep in
children with autism spectrum disorders: A multidimensional approach. Sleep. 2006;29(12):1563–
71.

30. Cohen S, Conduit R, Lockley SW, Rajaratnam SM, Cornish KM. The relationship between sleep and
behavior in autism spectrum disorder (ASD): A review [Internet]. Vol. 6, Journal of
Neurodevelopmental Disorders. 2014 [cited 2023 May 24]. Available from:
http://www.jneurodevdisorders.com/content/6/1/44

31. Matson JL, Ancona MN, Wilkins J. Sleep disturbances in adults with autism spectrum disorders and
severe intellectual impairments. J Ment Health Res Intellect Disabil. 2008;1(3):129–39.

32. Morin CM. Cognitive-Behavioral Approaches to the Treatment of Insomnia. J Clin Psychiatry.
2004;65(16):33–40.

33. Rubenstein E, Bishop-Fitzpatrick L. A Matter of Time: The Necessity of Temporal Language in
Research on Health Conditions that Present with Autism Spectrum Disorder. Autism Res [Internet].
2019 Jan 1 [cited 2024 Feb 1];12(1):20. Available from: /pmc/articles/PMC6325000/

34. McCrae CS, Chan WS, Curtis AF, Deroche CB, Munoz M, Takamatsu S, et al. Cognitive behavioral
treatment of insomnia in school-aged children with autism spectrum disorder: A pilot feasibility
study. Autism Res [Internet]. 2020 Jan 1 [cited 2023 Nov 3];13(1):167–76. Available from:
https://onlinelibrary.wiley.com/doi/full/10.1002/aur.2204

35. Carnett A, Hansen S, McLay L, Neely L, Lang R. Quantitative-Analysis of Behavioral Interventions to
Treat Sleep Problems in Children with Autism. Dev Neurorehabil [Internet]. 2020 Jul 3 [cited 2023 Nov
3];23(5):271–84. Available from:
https://www.tandfonline.com/doi/abs/10.1080/17518423.2019.1646340

36. Loring WA, Johnston R, Gray L, Goldman S, Malow B. A brief behavioral intervention for insomnia in
adolescents with autism spectrum disorders. Clin Pract Pediatr Psychol. 2016;4(2):122–4.

37. Gringras P, Nir T, Breddy J, Frydman-Marom A, Findling RL. Efficacy and Safety of Pediatric
Prolonged-Release Melatonin for Insomnia in Children With Autism Spectrum Disorder. J Am Acad
Child Adolesc Psychiatry [Internet]. 2017 Nov 1 [cited 2023 Nov 3];56(11):948-957.e4. Available from:
http://www.jaacap.org/article/S0890856717316726/fulltext

38. Smith JA, Flowers P, Larkin M. Interpretative phenomenological analysis : theory, method and
research (2nd Edition). 2nd ed. London: Sage; 2021.

39. Smith JA, Osborn M. In J. A. Smith (Ed.), Qualitative psychology: A practical guide to research
methods. In: Interpretative phenomenological analysis. Sage Publications, Inc.; 2003. p. 51–80.

40. Espie CA, Kyle SD, Hames P, Gardani M, Fleming L, Cape J. The Sleep Condition Indicator: A clinical
screening tool to evaluate insomnia disorder. BMJ Open. 2014;4(3).

41. Willig C. Qualitative Interpretation and Analysis in Psychology. London, UK: McGraw-Hill Education;
2012.



Page 20/21

42. Swaminathan R, Mulvihill TM. Teaching qualitative research : strategies for engaging emerging
scholars. 216 p.

43. Araújo T, Jarrin DC, Leanza Y, Vallières A, Morin CM. Qualitative Studies of Insomnia: Current State of
Knowledge in the Field. Sleep Med Rev [Internet]. 2017 Feb 1 [cited 2024 Feb 2];31:58. Available from:
/pmc/articles/PMC4945477/

44. Zhang C, Meng D, Zhu L, Ma X, Guo J, Fu Y, et al. The Effect of Trait Anxiety on Bedtime
Procrastination: the Mediating Role of Self-Control. Int J Behav Med [Internet]. 2023 Apr 1 [cited 2023
Aug 29];30(2):260–7. Available from: https://link.springer.com/article/10.1007/s12529-022-10089-3

45. Sirois FM, Nauts S, Molnar DS. Self-Compassion and Bedtime Procrastination: an Emotion
Regulation Perspective. Mindfulness (N Y) [Internet]. 2019 Mar 15 [cited 2023 Aug 29];10(3):434–45.
Available from: https://link.springer.com/article/10.1007/s12671-018-0983-3

46. Campbell RL, Bridges AJ. Bedtime procrastination mediates the relation between anxiety and sleep
problems. J Clin Psychol. 2023 Mar 1;79(3):803–17.

47. Hull L, Petrides K V., Allison C, Smith P, Baron-Cohen S, Lai MC, et al. “Putting on My Best Normal”:
Social Camouflaging in Adults with Autism Spectrum Conditions. J Autism Dev Disord [Internet].
2017 Aug 1 [cited 2023 Aug 29];47(8):2519–34. Available from:
https://link.springer.com/article/10.1007/s10803-017-3166-5

48. Cassidy S, McLaughlin E, McGranaghan R, Pelton M, O’Connor R, Rodgers J. Is camouflaging autistic
traits associated with defeat, entrapment, and lifetime suicidal thoughts? Expanding the Integrated
Motivational Volitional Model of Suicide. Suicide Life-Threatening Behav. 2023 Aug 1;

49. Redline S, Baker-Goodwin S, Bakker JP, Epstein M, Hanes S, Hanson M, et al. I NTRO DUCTI O N
Patient Partnerships Transforming Sleep Medicine Research and Clinical Care: Perspectives from the
Sleep Apnea Patient-Centered Outcomes Network. J Clin Sleep Med [Internet]. 2016 [cited 2024 Feb
2];12(7):1053–8. Available from: http://dx.doi.org/10.5664/jcsm.5948

50. Cheung JMY, Bartlett DJ, Armour CL, Saini B. The Insomnia Patient Perspective, A Narrative Review.
Behav Sleep Med [Internet]. 2013 Nov [cited 2024 Feb 2];11(5):369–89. Available from:
https://www.tandfonline.com/doi/abs/10.1080/15402002.2012.694382

51. Benevides TW, Shore SM, Palmer K, Duncan P, Plank A, Andresen ML, et al. Listening to the autistic
voice: Mental health priorities to guide research and practice in autism from a stakeholder-driven
project. Autism [Internet]. 2020 May 1 [cited 2023 Nov 3];24(4):822–33. Available from:
https://pubmed.ncbi.nlm.nih.gov/32429818/

52. Kenny L, Hattersley C, Molins B, Buckley C, Povey C, Pellicano E. Which terms should be used to
describe autism? Perspectives from the UK autism community.
http://dx.doi.org/101177/1362361315588200 [Internet]. 2015 Jul 1 [cited 2023 Jul 18];20(4):442–
62. Available from: https://journals.sagepub.com/doi/10.1177/1362361315588200?url_ver=Z39.88-
2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub++0pubmed

Footnotes
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1. Throughout this paper we use identity-first language or neutral terms (‘autistic people’ or ‘people on
the autism spectrum’) rather than person-first language as a result of the article by Kenny et al. (52)
highlighting the preference for identity-first language by the majority of autistic people and their
families.


