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Introduction: This study aims to investigate self-perceived quality of life, daily

functioning, and the use of compensatory strategies in emerging adults with

autism1.

Methods and analysis: Participants will be recruited from the Lillehammer

Neurodevelopmental 10-year follow-up study (LINEUP), with the aim of 15

individual in-depth interviews. Subsequently, two focus groups with clinicians

will be invited to reflect on the themes found in the individual interviews. All

interviews will be recorded and analyzed using reflexive thematic analysis.

Ethics and dissemination: The study is approved by the Regional Committee

for Medical Research Ethics in South-East Norway. The findings will be

disseminated to academic and clinical audiences through journal articles

and conference presentations. To reach the broader autistic and autism

communities, the findings will be shared with the Autism Society at national

and local meetings, in their membership magazine, and on their social

media channel.

KEYWORDS

autism, Quality of Life, emerging adulthood, compensatory strategies, autistic

burnout

1 Following the language used by the Norwegian Autism Society and the preference of one of the

authors with autism, this article prefers person-first language to identity-first language.
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Introduction

In this study, we seek to explore how emergent adults with
autism experience, describe and reflect on what constitutes a
good Quality of Life (QoL) and how they set out to achieve it.
Emerging adulthood is described as the period of life between
adolescence and young adulthood (i.e., 18–25 years) (1). This
period is characterized by identity exploration, instability, self-
focus, and a feeling of being in-between adolescence and an
adult. It is also associated with greater levels of depression and
suicidality (2). A handful of studies have looked at the transition
process from adolescence to emerging adulthood in those with
autism (3–6). Some of these studies, particularly those taking a
qualitative approach, have highlighted the disconnect between
the traditionally defined successful outcomes and the actual
perceived quality of life for people with autism (5, 6) and have
questioned the use of normative measures to describe quality of
life or wellbeing. There is therefore an imperative to understand
how people with autism perceive a good life themselves, rather
than one constructed by others (7, 8).

We know that young people with autism probably are likely
to encounter often substantial obstacles in their transition to
adult life, compared to their neurotypical peers. In a review
of qualitative studies, Anderson et al. (3) found that poor
transition outcomes for young adults with autism seemed
connected to several intersecting factors, including poor person-
environment fit, uncertainty about the role of parents during
transition, and a lack of comprehensive or poorly administered
services. Matthews et al. (9) found that the issue of living
interdependently was influenced by the challenge of combining
the ability to manage daily life obstacles on one’s own with
support from formal services, and parents’ involvement. Their
study also revealed large intra-individual variability regarding
self-reported strengths and difficulties in everyday function.
Cribb et al. (5) emphasized the importance of letting young
people with autism be in control of their own lives, with identity
building and personal autonomy as crucial elements for well-
being.

Building upon earlier studies, in this study, we seek to gather
in-depth experiences, perceptions, and descriptions concerning
QoL, and how different aspects of autistic features influence the
perceived QoL for emerging adults with autism. Here, we share
our protocol, to inform others about the study, share its tools
and, at the same time, highlight key conceptual issues driving
this project—including Quality of Life and related factors such
as compensatory strategies and autistic burnout. We present a
brief overview of each of these issues below.

Quality of Life (QoL)

Quality of Life refers to an individual’s subjective perception
of the quality of their health, relationships, school/job

satisfaction, and participation in society (10). Adults with
autism seem to have a poorer QoL throughout their lifespan
when compared to neurotypical adults, and when measured
with instruments designed for the general population (11,
12). Intrapersonal factors connected to autism may affect
QoL negatively, such as high levels of stress, sleep problems,
sensory processing sensitivities, executive function difficulties
and vulnerability for developing mental health problems (13–
17). Interpersonal factors such as social interaction challenges
might lead to social withdrawal and isolation and a reduced QoL
(18). Young people with autism are also at much higher risk
of experiencing social exclusion and bullying at school (19, 20)
and past experiences of being bullied is a predictor of poorer
perceived QoL (15). Autism is often understood by others within
a deficit narrative (21, 22), which can have a deleterious impact
on their opportunities. Environmental factors include the often-
severe lack of support they receive within education, health and
care; Crane et al. (23) found that young people with autism
experience high levels of stigma and often face severe obstacles
when they try to access mental health support. Many adults with
autism experience lack of understanding of autism by healthcare
staff and little coherence during transitions from one life-phase
to another (e.g., from student to employee) (24, 25).

Reassuringly, several studies have shown that a good QoL is
possible for people with autism, when the right conditions have
been met (17, 24). A more positive QoL amongst adults with
autism is connected to being employed, receiving support and
being in a close relationship (24). Many characteristics of autism
can also be regarded as strengths, both in and of themselves,
and often depending upon the context. The focus on context
underlines the importance of person-environment fit—in which
recognition of possibilities, and modifications in society to be
more “autism-friendly”, might build a more positive identity
and create a more inclusive attitude amongst people with
autism (24, 26, 27). How people with autism perceive their QoL
could therefore depend on what kind of context in which they
find themselves.

Measurements of Quality of Life

As outlined in section Quality of Life (QoL), several
challenges have been identified in the lives of persons with
autism and have been found to be important for QoL. However,
there is no general agreement on what constitutes a good
QoL for people with autism (11). QoL may be perceived as
something different for people with autism than for people
in the general/neurotypical population, and hence traditional
measures of QoLmay not sufficiently tap into what QoL consists
of for people with autism (26).

During the last two decades, report scales have been
designed specifically to measure the QoL for people with
disabilities, and these have been used in studies measuring
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QoL in children, adolescents and adults with autism (28–31).
McConachie et al. (26) found that some topics highly relevant
for people with autism were not included in the well-used
WHOQoL questionnaires developed for the general population.
They identified 11 themes relevant for QoL from group
interviews with adults with autism in different countries: public
knowledge and acceptance of autism, external support and
services, financial resources, family support, sensory issues, daily
hassles/barriers, autistic identity, self-determination/autonomy,
mental health, social engagement, and friendship. This study
led to the development of a supplementary QoL item pool,
the Autism Spectrum QoL (ASQoL), to be used together with
the WHOQOL-BREF and WHO Disability module to capture
the specific autism-relevant aspects of QoL (32). The ASQoL
form has not yet yielded satisfactory psychometric results (33),
however, but further research using adapted forms or scales such
as this should reveal more insight into the perceived quality of
life for the autistic population.

Nevertheless, all of these quantitative studies on QoL still
adopt a normative approach (7). This might not fit the actual
lived experiences of people with autism, which cannot be
captured through questionnaires that have been developed by
and for people without autism. This is unsurprising, give that
autism research has historically had little focus on autistic
people’s individual resilience and positive well-being (8, 22).
People with autism have had little involvement in the research
itself, including research on the construct of QoL (34–36).
The participants in this study will therefore be given the
opportunity to bring forth the varied themes and challenges that
they experience as central to their lives. We believe that oral,
qualitative descriptions can capture more personal experiences
than questionnaire-based measures and give us richer insights
into the lives of emerging adults with autism.

Compensatory strategies and QoL

The use of compensatory strategies is common among
individuals with autism (37). Common compensatory
strategies are masking (or camouflaging) of social cognitive
difficulties, learning and following social scripts, and
mimicking neurotypical people’s behavior in different
interpersonal settings (38). The deployment of compensatory
strategies is often associated with having a good outcome
(i.e., appearing more “neurotypical” for others, being
successful, having friends), being diagnosed in adulthood,
or being autistic and female. These strategies may
appear as both cognitively simple or complex processes
and are influenced by the environment in which they
appear (39).

Unfortunately, using compensatory strategies can be
cognitively taxing and exhausting—and might well lead to a
reduced QoL despite otherwise seemingly good functioning

(40, 41). Higher executive function skills are associated with
greater use of compensatory strategies, but also with less good
self-perception, negative emotions and attitudes (38). Mental
health problems that arise from increased stress, feeling of
inadequacy, shame, anxiety, depression and autistic burnout
are also associated with the use of compensatory strategies
(24, 37, 38, 40–42). Significantly more women appear to
use compensatory strategies than men (38, 43), although
the outcome of compensatory strategies is reported to be
more positively perceived by men (37). At the same time,
camouflaging as a compensatory strategy has been associated
with more depressive symptoms in men than in women (38).
The negative effects of masking and other compensatory
strategies can be understood within a broader sociohistorical
context. Pearson and Rose (21) argue that masking is often
a response to stigma and marginalization—and that it is of
little use to differentiate the impact of masking when it comes
to gender, both considering the large number of nonbinary
people with autism, and that these differences are probably
driven by social context and gendered socialization. Seen
in this way, masking could be an unconscious response to
society’s perception of autism as a disability that should be
“fixed”. Indeed, interventions toward autism have focused
on minimizing autistic traits, whether harmful or not, and
with little focus on how this can influence the autistic identity
negatively (44). The prejudice toward autism in society
might therefore lead people to hide their autistic traits, to
avoid stigma.

Autistic burnout and QoL

Another aspect severely affecting QoL for many people
with autism is “autistic burnout”. Autistic burnout refers
to a severe condition of fatigue accompanied by social
withdrawal, cognitive dysfunctions and exacerbation of
autistic traits. It appears to be distinct from depression and
job-related burnout (45). Autistic burnout may seriously
impair QoL and seems to be closely preceded by lack of
person-environment fit, cognitive stress, and the strain
of using compensatory strategies. Again, autistic burnout
is linked to the discrimination, lack of facilitation and
stigma that people with autism experience while meeting
the unaccommodating environment in which they live
(41, 45).

School may be one such unaccommodating environment.
It is well established that school can be a very challenging
time for students with autism. They have a much higher
risk of having periods of prolonged absence from school
and developing school refusal behavior, in comparison to
neurotypical students (46, 47). They often need to deal
with significant sensory and social overwhelm, and numerous
transitions throughout the day, and can find it challenging to

Frontiers in Psychiatry 03 frontiersin.org

https://doi.org/10.3389/fpsyt.2022.1058601
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org


Øverland et al. 10.3389/fpsyt.2022.1058601

keep up with academic work, especially without the requisite
support (48, 49). For some, the challenges will result in a
severe condition of fatigue as described in autistic burnout
(41, 45). We are interested in if and how our participants
describe different ways of experiencing overwhelm and possibly
signs of burnout, and if this is connected to autistic traits,
compensatory strategies, and/or other social, environmental and
personal factors.

Study aim

In this study, we seek to explore how emerging adults with
autism without intellectual disabilities, experience this period
of life. How do they describe and conceptualize QoL? How
do they describe the influence different features of autism
have had on their QoL? Which specific experiences during
childhood and adolescence do they think has affected their
current QoL? How is their QoL affected by daily activities? If
compensatory strategies are used, how do they affect QoL? The
study also aims to explore how experienced clinicians reflect
upon the stories that are being told. Do the perspectives that
derive from the individual interviews challenge or coincide
with the view that clinicians already have? Could clinicians
gain more knowledge about emerging adults with autism and
their experience of QoL based on the themes derived from the
individual interviews?

Objectives

1. To develop knowledge on how emerging adults with
autism experience and describe:

a) important elements for Quality of Life in
emerging adulthood;

b) different experiences during childhood and adolescence
which might have influenced the Quality of Life in
emerging adulthood;

c) the challenges and barriers they meet in their everyday life;
d) the ways in which they might consider having autism is an

advantage; and
e) the degree to which compensatory strategies are used

in social interactions, and the perceived impact of
such strategies.

2. To develop knowledge on how people with autism’s lived
perspective on their own Quality of Life:

a) challenges or coincides with professional health services’
view on autism;

b) can inform health, educational and/or occupational
services concerning autism.

Method

The scientific-philosophical basis for the
research project

The analytic approach for this qualitative study will
follow reflexive thematic analysis (see section Data analysis).
Such studies cannot be conducted in an epistemological and
ontological vacuum (50). Instead, as researchers, we recognize—
in line with contextualist epistemology—that the knowledge
produced cannot be separated from the knower, and the
researcher will form part of that knowledge (50). Language
is therefore understood as intentional, not as a mirror of an
informant’s life world, but as an informant’s unique perspective
on reality.

In our project, we will adopt a critical realism approach,
which does not assume that the stories the participants share,
are direct reflections of what goes on in the world (51). The data
we collect are instead interpreted to determine what underlying
structures may lie beneath the shared experiences. This brings
in the commitment to ontology, in addition to epistemology
(52). Ontology enhances the importance of reflexivity; for us,
as researchers, to be aware of our pre-existing assumptions
and how these influence the interpretation of our findings
(50, 53, 54). Critical realism is not merely data-driven, but
uses a more theory- and researcher-driven analytical process
(55). Being a qualitative study, the research questions that have
been formulated can still be further adapted as the research
progresses (56).

Sample and recruitment

The informants for the individual interviews will be
recruited from the Lillehammer Neurodevelopmental Follow-
Up Study (LINEUP) in Norway. LINEUP is a 10-year follow-
up study on children (mean age at inclusion was 12 years)
diagnosed with autism, ADHD, and/or Tourette’s Syndrome
investigating cognitive and emotional development across three-
time points: T1, T2 (two years after intake) and T3 (10 years after
intake). Thus far, LINEUP has collected quantitative data at all
time points. This study represents the first time that qualitative
data will also be collected from these participants.

We will do purposive sampling (57) from the group
of emerging adults who were diagnosed within the autism
spectrum at T1 (N = 38, age range 20–29). Within this group,
we aim for the adults that were still displaying sufficient autistic
traits to meet diagnostic criteria at T3, 2 years ago. This
assessment process, as part of the LINEUP study, is described
more thoroughly in the article by Orm et al. (58). There was
a minority of women in the inclusion at T1 (N = 6). The 19
participants who fulfilled the criteria of either being a woman
and/or fulfilled the criteria of displaying autistic traits at T3
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and have given their written consent to be contacted again, will
therefore be invited. All participants will be contacted by letter,
informed about the purpose and content of the study, and asked
if they wish to participate in an in-depth interview.

The in-depth individual interviews will be supplemented by
two focus group interviews. The participants in this part of the
study will be clinicians experienced in assessing and supporting
people with autism. The participants will be recruited from local
child, adolescent and adult psychiatric out-patient clinics. These
focus group interviews offer an additional perspective on the
experiences of people with autism, as outlined in objectives 2a
and b.

Data collection

Part one: Individual interviews with emergent
adults with autism

In-depth semi-structured interviews are described as
optimal for collecting data on individuals’ personal histories,
perspectives, and experiences, particularly when sensitive topics
are being explored (59). Building trust, tailoring people’s
communication needs and preferences is critical to this
process (60). Experiences from conducting previous research
on interviewing people with autism have informed the basis of
the interview guide (42, 61–63). Demographic variables (age,
living conditions, level of education, work or social security
benefits etc.) were collected at T3, and the interview guide has
been designed to update this information. The interview will
begin with some concrete questions about age, living conditions
and topics of interest to build rapport, followed by open-ended
questions in familiar, everyday language. This will ensure both
that the participants’ common experiences of having autism are
captured and provide them with the opportunity to elaborate
on topics they find particularly relevant. The interviewer will
shift the direction of the issues as new information and insights
come to light. The topics in the interview guide, which map
on to the objectives described in 1.6, are as follows: (1) Daily
occupation and living conditions; (2) Growing up with autism;
(3) What is important in life (subjective experience of QoL); and
(4) Compensatory strategies. We have included specific probe
questions following each main question to allow for elaboration
by the participant, where necessary. These probe questions are
focused on specific contexts such as school, social relationships,
and social situations.

One week before the interview, the main questions from
the interview guide will be sent to the participants as
an accessible document (including illustrative images, see
Supplementary material), allowing them to prepare themselves
for the interview. The interview guide will also inform the
participants of their rights when participating in research.
The interviewer will inform the participants of different ways

to communicate the need for a break or the wish to end
the interview.

The interviews will be conducted face-to-face by a
researcher/clinician (EØ) who is experienced in interviewing
people with autism.

Part two: Focus group interviews with highly
experienced clinicians

We will also conduct two focus group interviews, each with
∼4 experienced clinicians, and two researchers as facilitators
(EØ and ÅLH). The interviews will start with a presentation of
the qualitative findings from the project so far, with a focus on
possible contradictions between emergent adults with autisms’
descriptions of living with autism, and the clinicians’ more
general perceptions of what living with autism is like. Subjective
experiences of what constitutes QoL for people with autism,
how compensatory techniques are used, the ups and downsides
of autism, and how autism affects and is affected by their
environment, will be discussed. We will explore the perspectives
and reflections of the clinicians to understand our participants’
lived experiences within a clinical context. The focus groups
will offer a dynamic way to capture clinicians’ perspectives
and, unlike individual interviews, allow for deep discussions
between participants and the possibility of identifying points
of (dis)agreement.

Data analysis

All interviews will be audio recorded with the participant’s
consent, and then transcribed verbatim. All identifiable
information will be removed during transcription, leaving
the transcribed material anonymized. As noted above, the
findings from all (interview and focus group) interviews will
be analyzed inductively, using reflexive thematic analysis, as
this leaves more room for discussing the different perspectives
concerning subjectivity and reflexivity from a more social
constructivist point of view. At least two researchers (EØ, ÅLH)
will conduct the analysis following Braun and Clarke (50)
steps, including: (1) familiarization with the data, (2) coding,
(3) generating initial themes, (4) developing and reviewing
themes, (5) refining, defining and naming themes, and 6)
report the findings. NVIVO, a software designed to help
organize, analyze, and find insights in interview data, will be
used to manage the data. Following the concepts of reflexive
thematic analysis described by Braun and Clarke (50, 53),
we will code the entire data set. The initial themes will be
generated by collecting codes into themes, then developing
and reviewing the themes further during the analytic process.
As mentioned in section Data analysis, we will analyze the
data from a critical realist approach, meaning that we will
have to analyze the data in a perspective of trying to identify
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factors or forces beyond the knowledge conveyed by the
participants (51). Also, in part to acknowledge that our
own pre-assumptions will influence the way we interpret the
data, the researcher conducting the interviews (EØ) will keep
a reflexive diary. This will be used to inform discussions
during the analysis meetings, and possible elements from the
interview context and other perspectives that might influence
our interpretations, will also be discussed. The findings will be
compared and discussed in analysis meetings with all involved
researchers, including representatives from the Norwegian
Autism Society. Contradictions and similarities from the
individual interviews will be further explored in the expert focus
group interviews.

Community involvement

Representatives from the Norwegian Autism Society have
been involved in developing research questions and have
given feedback on the interview guide. They advised us to
include the use of strategies of everyday routines, and to be
aware of motor developmental problems, sensory overload
and gender identity issues as possible obstacles in everyday
life. One of our co-researchers/authors with autism has also
been involved in this qualitative study from the point of
grant submission, guiding the research group on the wording
and approach to the research questions and interview guide.
Representatives of the Autism Society will be present during
the analytic process, together with all involved researchers.
The Autism Society representatives will be compensated for
their contribution.

Ethics

The study has been approved by the Regional Committee for
Medical Research Ethics in South-East Norway (2018/1611/REK
Sør-Øst) and the Privacy Ombudsman for research at
Innlandet Hospital Trust (IHT) (14173214). The study
will be conducted following the Helsinki Declaration of
the World Medical Association Assembly. Before each
interview, the participant will be informed in detail
about the study aims, usage of interview data, participant
rights and researcher duties, anonymity, and data storage,
before signing the informed consent form specifically
related to the study. The interviews will be recorded and
encrypted before they are stored on secure servers at
IHT. All data analysis will be conducted within the secure
environment provided by IHT. This solution follows Norwegian
privacy regulations.

The interviews include open questions about the life
and functioning of the participants, which means that they
might be reminded of difficult and painful memories and
experiences. Sensitive topics may be elicited by the conversations

within the interviews, although they will not be asked
directly about them. Research shows that talking about
difficult experiences usually does not contribute to increased
psychological distress in participants (64, 65). Nevertheless,
to ensure the participants’ wellbeing, after each interview,
the interviewer will ask if the participant has experienced
any distress and will discuss potential concerns directly. If
there is a reason for concern, the interviewer will ask for
the participant’s consent to contact him/her on phone shortly
after the interview, for a follow-up talk. If necessary, further
arrangements will be made with a clinical psychologist. If any
of the participants express general mental health problems
throughout the interview, by which they do not receive any
support, this will be addressed and the researcher doing
the interview will guide the participants to seek support
from their general practitioner (GP) or other local mental
health services.

Dissemination

Findings will be presented at national and international
conferences and published in open access peer-reviewed autism
journals. We will further distribute our reflections upon the
findings to different clinical institutions where knowledge
about autism is conveyed. Distribution will also be done
through other channels, such as the media, social media,
patient interest groups and organizations. Scientific lectures
will be held at different teaching institutions and treatment
clinics. To reach the autistic community, the findings will
be shared with the Autism Society at national and local
meetings, in their membership magazine and on their social
media channel.
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Research Ethics in South-East Norway (2018/1611/REK Sør-
Øst) and the Privacy Ombudsman for research at Innlandet
Hospital Trust (IHT) (14173214). The patients/participants
provided their written informed consent to participate in
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Author contributions

EØ wrote the manuscript, based on the project plan
written by all the other authors (ÅH, SO, EP, MØ, ES, and
PA). All authors revised, commented on, and accepted the
final manuscript.

Frontiers in Psychiatry 06 frontiersin.org

https://doi.org/10.3389/fpsyt.2022.1058601
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org


Øverland et al. 10.3389/fpsyt.2022.1058601

Funding

This study is supported by grants from Innlandet Hospital
Trust, project Numbers 150663, 150670, and 150648.

Acknowledgments

We would like to thank the Norwegian Autism Society for
taking part in preparations for this study.

Conflict of interest

The authors declare that the research was conducted in the
absence of any commercial or financial relationships that could
be construed as a potential conflict of interest.

Publisher’s note

All claims expressed in this article are solely those
of the authors and do not necessarily represent those
of their affiliated organizations, or those of the publisher,
the editors and the reviewers. Any product that may be
evaluated in this article, or claim that may be made by
its manufacturer, is not guaranteed or endorsed by the
publisher.

Supplementary material

The Supplementary Material for this article can be
found online at: https://www.frontiersin.org/articles/10.3389/
fpsyt.2022.1058601/full#supplementary-material

References

1. Arnett JJ. Emerging adulthood: a theory of development from the late teens
through the twenties. Am Psychol. (2000) 55:469. doi: 10.1037/0003-066X.55.5.469

2. Schwartz SJ, Petrova M. Prevention science in emerging adulthood: a field
coming of age. Prev Sci. (2019) 20:305–9. doi: 10.1007/s11121-019-0975-0

3. Anderson KA, Sosnowy C, Kuo AA, Shattuck PT. Transition of individuals
with autism to adulthood: a review of qualitative studies. Pediatrics. (2018)
141:S318–s327. doi: 10.1542/peds.2016-4300I

4. Billstedt E, Gillberg IC, Gillberg C. Autism after adolescence:
population-based 13- to 22-year follow-up study of 120 individuals
with autism diagnosed in childhood. J Autism Dev Disord. (2005)
35:351–60. doi: 10.1007/s10803-005-3302-5

5. Cribb S, Kenny L, Pellicano E. ‘I definitely feel more in control of my life’:
the perspectives of young autistic people and their parents on emerging adulthood.
Autism. (2019) 23:1765–81. doi: 10.1177/1362361319830029

6. Sosnowy C, Silverman C, Shattuck P. Parents’ and young adults’ perspectives
on transition outcomes for young adults with autism. Autism. (2018) 22:29–
39. doi: 10.1177/1362361317699585

7. Lam GYH, Sabnis S, Migueliz Valcarlos M,Wolgemuth JR. A critical review of
academic literature constructing well-being in autistic adults. Autism Adulthood.
(2021) 3:61–71. doi: 10.1089/aut.2020.0053

8. Pellicano E, Fatima U, Hall G, Heyworth M, Lawson W, Lilley R, et al. A
capabilities approach to understanding and supporting autistic adulthood. Nat Rev
Psychol. (2022) 1:624–39. doi: 10.1038/s44159-022-00099-z

9. Matthews NL, Christenson K, Kiefer S, Smith CJ. A mixed-methods
examination of the gap between intelligence and adaptive functioning in
autistic young adults without intellectual disability. Autism. (2021) 25:2317–
30. doi: 10.1177/13623613211018334

10. WHO. The World Health Organization Quality of Life Assessment
(WHOQOL): development and general psychometric properties. Soc Sci Med.
(1998) 46:1569–1585. doi: 10.1016/S0277-9536(98)00009-4

11. Ayres M, Parr JR, Rodgers J, Mason D, Avery L, Flynn D, et al. A systematic
review of quality of life of adults on the autism spectrum. Autism. (2018) 22:774–
83. doi: 10.1177/1362361317714988

12. Baxter AJ, Brugha TS, Erskine HE, Scheurer RW, Vos T, Scott JG, et al. The
epidemiology and global burden of autism spectrum disorders. PsycholMed. (2015)
45:601–13. doi: 10.1017/S003329171400172X

13. de Vries M, Geurts H. Influence of autism traits and executive functioning on
quality of life in children with an autism spectrum disorder. J Autism Dev Disord.
(2015) 45:2734–43. doi: 10.1007/s10803-015-2438-1

14. Graham Holmes L, Zampella CJ, Clements C, McCleery JP, Maddox BB,
Parish-Morris J, et al. A lifespan approach to patient-reported outcomes and
quality of life for people on the autism spectrum. Autism Res. (2020) 13:970–
87. doi: 10.1002/aur.2275

15. Hong J, Bishop-Fitzpatrick L, Smith LE, Greenberg JS, Mailick MR.
Factors associated with subjective quality of life of adults with autism spectrum
disorder: self-report versus maternal reports. J Autism Dev Disord. (2016) 46:1368–
78. doi: 10.1007/s10803-015-2678-0

16. Knüppel A, Telléus GK, Jakobsen H, Lauritsen MB. Quality of life in
adolescents and adults with autism spectrum disorder: results from a nationwide
Danish survey using self-reports and parental proxy-reports. Res Dev Disabil.
(2018) 83:247–59. doi: 10.1016/j.ridd.2018.09.004

17. Oakley BF, Tillmann J, Ahmad J, Crawley D, San José Cáceres A, Holt R,
et al. How do core autism traits and associated symptoms relate to quality of
life? Findings from the Longitudinal European Autism Project. Autism. (2021)
25:389–404. doi: 10.1177/1362361320959959

18. Pillay Y, Brownlow C, March S. Transition approaches for
autistic young adults: a case series study. PLoS ONE. (2022)
17:e0267942. doi: 10.1371/journal.pone.0267942

19. Humphrey N, Hebron J. Bullying of children and adolescents with autism
spectrum conditions: a ‘state of the field’review. Int J Inclusive Educ. (2015)
19:845–62. doi: 10.1080/13603116.2014.981602

20. Maiano C, Normand CL, Salvas MC, Moullec G, Aimé A. Prevalence of
school bullying among youth with autism spectrum disorders: a systematic review
and meta-analysis. Autism Res. (2016) 9:601–15. doi: 10.1002/aur.1568

21. Pearson A, Rose K. A conceptual analysis of autistic masking: understanding
the narrative of stigma and the illusion of choice. Autism Adulthood. (2021)
3:52–60. doi: 10.1089/aut.2020.0043

22. Pellicano E, den Houting J. Annual Research Review: Shifting from ‘normal
science’to neurodiversity in autism science. J Child Psychol Psychiatry. (2022)
63:381–96. doi: 10.1111/jcpp.13534

23. Crane L, Adams F, Harper G, Welch J, Pellicano E. ’Something needs to
change’: mental health experiences of young autistic adults in England. Autism.
(2019) 23:477–93. doi: 10.1177/1362361318757048

24. Howlin P. Adults with autism: changes in understanding since DSM-111. J
Autism Dev Disord. (2021) 51:4291–308. doi: 10.1007/s10803-020-04847-z

25. Mason D, McConachie H, Garland D, Petrou A, Rodgers J, Parr JR, et al.
Predictors of quality of life for autistic adults. Autism Res. (2018) 11:1138–
47. doi: 10.1002/aur.1965

Frontiers in Psychiatry 07 frontiersin.org

https://doi.org/10.3389/fpsyt.2022.1058601
https://www.frontiersin.org/articles/10.3389/fpsyt.2022.1058601/full#supplementary-material
https://doi.org/10.1037/0003-066X.55.5.469
https://doi.org/10.1007/s11121-019-0975-0
https://doi.org/10.1542/peds.2016-4300I
https://doi.org/10.1007/s10803-005-3302-5
https://doi.org/10.1177/1362361319830029
https://doi.org/10.1177/1362361317699585
https://doi.org/10.1089/aut.2020.0053
https://doi.org/10.1038/s44159-022-00099-z
https://doi.org/10.1177/13623613211018334
https://doi.org/10.1016/S0277-9536(98)00009-4
https://doi.org/10.1177/1362361317714988
https://doi.org/10.1017/S003329171400172X
https://doi.org/10.1007/s10803-015-2438-1
https://doi.org/10.1002/aur.2275
https://doi.org/10.1007/s10803-015-2678-0
https://doi.org/10.1016/j.ridd.2018.09.004
https://doi.org/10.1177/1362361320959959
https://doi.org/10.1371/journal.pone.0267942
https://doi.org/10.1080/13603116.2014.981602
https://doi.org/10.1002/aur.1568
https://doi.org/10.1089/aut.2020.0043
https://doi.org/10.1111/jcpp.13534
https://doi.org/10.1177/1362361318757048
https://doi.org/10.1007/s10803-020-04847-z
https://doi.org/10.1002/aur.1965
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org


Øverland et al. 10.3389/fpsyt.2022.1058601

26. McConachie H, Wilson C, Mason D, Garland D, Parr JR, Rattazzi A, et al.
What Is Important in Measuring Quality of Life? Reflections by autistic adults in
four countries. Autism Adulthood. (2020) 2:4–12. doi: 10.1089/aut.2019.0008

27. Russell G, Kapp SK, Elliott D, Elphick C, Gwernan-Jones R, Owens C, et al.
Mapping the autistic advantage from the accounts of adults diagnosed with autism:
a qualitative study.Autism Adulthood. (2019) 1:124–33. doi: 10.1089/aut.2018.0035

28. Gomez LE, Verdugo MA, Arias B. Validity and reliability of the
INICO-FEAPS Scale: an assessment of quality of life for people with
intellectual and developmental disabilities. Res Dev Disabil. (2015) 36c:600–
10. doi: 10.1016/j.ridd.2014.10.049

29. Schalock RL. The concept of quality of life: what we know and do not know.
J. Intell. Disabil Res. (2004) 48:203–16. doi: 10.1111/j.1365-2788.2003.00558.x

30. Schalock RL, Keith KD. Quality of Life Questionnaire Manual: 1993 Manual
and 2004 Revision. (2004). McLean, Virginia: IDS Publication.

31. The WHOQOL Group. Development of the World Health Organization
WHOQOL-BREF Quality of Life Assessment. Psychol Med. (1998) 28:551–
8. doi: 10.1017/S0033291798006667

32. McConachie H, Mason D, Parr JR, Garland D, Wilson C, Rodgers J, et al.
Enhancing the validity of a quality of life measure for autistic people. J Autism Dev
Disord. (2018) 48:1596–611. doi: 10.1007/s10803-017-3402-z

33. Williams ZJ, Gotham KO. Assessing general and autism-relevant quality of
life in autistic adults: a psychometric investigation using item response theory.
Autism Res. (2021) 14:1633–44. doi: 10.1002/aur.2519

34. Fletcher-Watson S, Adams J, Brook K, Charman T, Crane L, Cusack J,
et al. Making the future together: Shaping autism research through meaningful
participation. Autism. (2019) 23:943–53. doi: 10.1177/1362361318786721

35. Lam GYH, Holden E, Fitzpatrick M, Raffaele Mendez L, Berkman
K. “Different but connected”: Participatory action research using Photovoice
to explore well-being in autistic young adults. Autism. (2020) 24:1246–
59. doi: 10.1177/1362361319898961

36. Pellicano E, Stears M. Bridging autism, science and society: Moving toward
an ethically informed approach to autism research. Autism Res. (2011) 4:271–
82. doi: 10.1002/aur.201

37. Hull L, Petrides KV, 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. (2017)
47:2519–34. doi: 10.1007/s10803-017-3166-5

38. Lai MC, Lombardo MV, Ruigrok AN, Chakrabarti B, Auyeung B, Szatmari
P, et al. Quantifying and exploring camouflaging in men and women with autism.
Autism. (2017) 21:690–702. doi: 10.1177/1362361316671012

39. Livingston LA, Happé F. Conceptualising compensation in
neurodevelopmental disorders: Reflections from autism spectrum disorder.
Neurosci Biobehav Rev. (2017) 80:729–42. doi: 10.1016/j.neubiorev.2017.06.005

40. Livingston LA, Shah P, Happé F. Compensatory strategies below the
behavioural surface in autism: a qualitative study. Lancet Psychiatry. (2019) 6:766–
77. doi: 10.1016/S2215-0366(19)30224-X

41. Raymaker DM, Teo AR, Steckler NA, Lentz B, Scharer M, Delos Santos A,
et al. “Having all of your internal resources exhausted beyond measure and being
left with no clean-up crew”: defining autistic burnout. Autism Adulthood. (2020)
2:132–43. doi: 10.1089/aut.2019.0079

42. Crompton CJ, Hallett S, Ropar D, Flynn E, Fletcher-Watson S. ‘I never
realised everybody felt as happy as I do when I am around autistic people’: a
thematic analysis of autistic adults’ relationships with autistic and neurotypical
friends and family. Autism. (2020) 24:1438–48. doi: 10.1177/1362361320908976

43. MandyW. Social camouflaging in autism: Is it time to lose the mask? Autism.
(2019) 23:1879–81. doi: 10.1177/1362361319878559

44. Ne’eman A.When disability is defined by behavior, outcomemeasures should
not promote “passing”. AMA J Ethics. (2021) 23. doi: 10.1001/amajethics.2021.569

45. Higgins JM, Arnold SR, Weise J, Pellicano E, Trollor JN.
Defining autistic burnout through experts by lived experience:

Grounded Delphi method investigating #AutisticBurnout. Autism. (2021)
25:2356–69. doi: 10.1177/13623613211019858

46. Lowri C. Issues in persistent non attendance at school of autistic pupils and
recommendations following the reintegration of 11 autistic pupils. Good Autism
Practice (GAP). (2021) 22:12–20.

47.Munkhaugen EK, Gjevik E, Pripp AH, Sponheim E, Diseth TH. School refusal
behaviour: are children and adolescents with autism spectrum disorder at a higher
risk? Res Autism Spect Disord. (2017) 41–42:31–8. doi: 10.1016/j.rasd.2017.07.001

48. Munkhaugen EK, Torske T, Gjevik E, Nærland T, Pripp AH, Diseth TH, et al.
Individual characteristics of students with autism spectrum disorders and school
refusal behavior. Autism. (2019) 23:413–23. doi: 10.1177/1362361317748619

49. Preece D, Howley M. An approach to supporting young people with autism
spectrum disorder and high anxiety to re-engage with formal education—the
impact on young people and their families. Int J Adolesc Youth. (2018) 23:468–
81. doi: 10.1080/02673843.2018.1433695

50. Braun V, Clarke V. Thematic Analysis: A Practical Guide. (2022). Newcastle
upon Tyne, United Kingdom: SAGE.

51. Willig C. Introducing Qualitative Research in Psychology (4. ed.). (2022). UK:
Open University Press.

52. Price L, Martin L. Introduction to the special issue: applied
critical realism in the social sciences. J Crit Real. (2018) 17:89–
96. doi: 10.1080/14767430.2018.1468148

53. Braun V, Clarke V. One size fits all? What counts as quality
practice in (reflexive) thematic analysis? Qual Res Psychol. (2021) 18:328–
52. doi: 10.1080/14780887.2020.1769238

54. Malterud K. Qualitative research: standards, challenges, and guidelines.
Lancet. (2001) 358:483–8. doi: 10.1016/S0140-6736(01)05627-6

55. Fletcher AJ. Applying critical realism in qualitative research:
methodology meets method. Int J Soc Res Methodol. (2017) 20:181–
94. doi: 10.1080/13645579.2016.1144401

56. Huma B, Joyce JB. ‘One size doesn’t fit all’: Lessons from interaction analysis
on tailoring Open Science practices to qualitative research. Br J Soc Psychol.
(2022). doi: 10.1111/bjso.12568

57. Etikan I, Musa SA, Alkassim RS. Comparison of convenience
sampling and purposive sampling. Am J Theor Appl Stat. (2016)
5:1–4. doi: 10.11648/j.ajtas.20160501.11

58. Orm S, Andersen PN, Fossum IN, Øie MG, Skogli EW. Brief report: Autism
spectrum disorder diagnostic persistence in a 10-year longitudinal study. Res
Autism Spectr Disord. (2022) 97:102007. doi: 10.1016/j.rasd.2022.102007

59. Creswell JW, Poth CN. Qualitative Inquiry and Research Design: Choosing
Among Five Approaches. (2016) Thousand Oaks, CA: Sage Publications.

60. Rasmussen PS, Pagsberg AK. Customizing methodological approaches in
qualitative research on vulnerable children with autism spectrum disorders.
Societies. (2019) 9:75. doi: 10.3390/soc9040075

61. Crompton CJ, Hallett S, Axbey H, McAuliffe C, Cebula K.
‘Someone like-minded in a big place’: Autistic young adults’ attitudes
towards autistic peer support in mainstream education. Autism. (2022)
13623613221081189. doi: 10.1177/13623613221081189

62. Kapp SK, Steward R, Crane L, Elliott D, Elphick C, Pellicano E, et al. ‘People
should be allowed to do what they like’: Autistic adults’ views and experiences of
stimming. Autism. (2019) 23:1782–92. doi: 10.1177/1362361319829628

63. Lilley R, LawsonW, Hall G, Mahony J, ClaphamH, HeyworthM, et al. ‘A way
to be me’: Autobiographical reflections of autistic adults diagnosed in mid-to-late
adulthood. Autism. (2022) 26:1395–408. doi: 10.1177/13623613211050694

64. Dos Santos NE, Jensen TK, Ormhaug SM. Er det så ille å bli spurt om
traumer?: barns opplevelser av traumekartlegging i BUP. Tidsskrift for Norsk
Psykologforening. (2016) 53:536–45.

65. Griffin MG, Resick PA, Waldrop AE, Mechanic MB. Participation in
trauma research: is there evidence of harm? J Trauma Stress. (2003) 16:221–
7. doi: 10.1023/A:1023735821900

Frontiers in Psychiatry 08 frontiersin.org

https://doi.org/10.3389/fpsyt.2022.1058601
https://doi.org/10.1089/aut.2019.0008
https://doi.org/10.1089/aut.2018.0035
https://doi.org/10.1016/j.ridd.2014.10.049
https://doi.org/10.1111/j.1365-2788.2003.00558.x
https://doi.org/10.1017/S0033291798006667
https://doi.org/10.1007/s10803-017-3402-z
https://doi.org/10.1002/aur.2519
https://doi.org/10.1177/1362361318786721
https://doi.org/10.1177/1362361319898961
https://doi.org/10.1002/aur.201
https://doi.org/10.1007/s10803-017-3166-5
https://doi.org/10.1177/1362361316671012
https://doi.org/10.1016/j.neubiorev.2017.06.005
https://doi.org/10.1016/S2215-0366(19)30224-X
https://doi.org/10.1089/aut.2019.0079
https://doi.org/10.1177/1362361320908976
https://doi.org/10.1177/1362361319878559
https://doi.org/10.1001/amajethics.2021.569
https://doi.org/10.1177/13623613211019858
https://doi.org/10.1016/j.rasd.2017.07.001
https://doi.org/10.1177/1362361317748619
https://doi.org/10.1080/02673843.2018.1433695
https://doi.org/10.1080/14767430.2018.1468148
https://doi.org/10.1080/14780887.2020.1769238
https://doi.org/10.1016/S0140-6736(01)05627-6
https://doi.org/10.1080/13645579.2016.1144401
https://doi.org/10.1111/bjso.12568
https://doi.org/10.11648/j.ajtas.20160501.11
https://doi.org/10.1016/j.rasd.2022.102007
https://doi.org/10.3390/soc9040075
https://doi.org/10.1177/13623613221081189
https://doi.org/10.1177/1362361319829628
https://doi.org/10.1177/13623613211050694
https://doi.org/10.1023/A:1023735821900
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org

	Exploring life with autism: Quality of Life, daily functioning and compensatory strategies from childhood to emerging adulthood: A qualitative study protocol
	Introduction
	Quality of Life (QoL)
	Measurements of Quality of Life
	Compensatory strategies and QoL
	Autistic burnout and QoL
	Study aim
	Objectives

	Method
	The scientific-philosophical basis for the research project
	Sample and recruitment
	Data collection
	Part one: Individual interviews with emergent adults with autism
	Part two: Focus group interviews with highly experienced clinicians

	Data analysis

	Community involvement
	Ethics
	Dissemination
	Ethics statement
	Author contributions
	Funding
	Acknowledgments
	Conflict of interest
	Publisher's note
	Supplementary material
	References


