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ABSTRACT

Background: Adults with attention deficit/hyperactivity disorder (ADHD) or autism spectrum dis-
order (ASD) face multiple challenges in obtaining and maintaining employment.

Aims: To identify and describe how adults with ADHD or ASD experienced their ability to work
and what factors affected their ability to find a sustainable work situation over time.

Methods: Individual in-depth interviews were performed with 20 purposively sampled partici-
pants with ADHD/ASD. Data were analysed inductively using reflexive thematic analysis.
Results: Three themes were identified, describing (1) one’s own cognitive abilities and chal-
lenges, (2) enablement by flexibility and acceptance in the work environment, and (3) accumu-
lated stress that makes the work situation unsustainable over time.
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Conclusions: Over time, a lack of continuity and predictability of support measures caused great vocational rehabilitation

stress and exhaustion, with severe consequences for working life and in life in general.
Adaptations needed to be individually tailored and include nonoccupational factors.
Significance: The study shows that adults with ADHD/ASD need long-term interventions that
flexibly adapt to individual needs, as they vary over time. The findings suggest that occupational
therapists and other health care providers, employers, employment services and other involved
agencies should pay a greater deal of attention to stability and predictability over time.

Introduction includes the person and the environment [11]. Work
often occupies a large and central part of adults’ lives,
and working is strongly related to better health [12].
Having a job contributes to financial independence,
self-confidence, social connection, daily commitment,
and health [13]. At the societal level, increased
employment indirectly leads to decreased costs.

About 70% of Swedish adults with ADHD and/or
ASD rated their ability to work as reduced [14]. More
than a third of adults with ADHD/ASD receive sick-
ness compensation, compared to 2.4% in the general
population [15]. Thus, it is evident that a large pro-

Attention deficit/hyperactivity disorder (ADHD) and
autism spectrum disorder (ASD) are common condi-
tions, with an estimated global prevalence of 1.1 and
0.4%, respectively, in 2019 [1]. The conditions com-
monly occur together [2-4], with 30-50% of individu-
als with ADHD having ASD [5] and 50-70% of
individuals with ASD having ADHD [6]. Symptoms
show large individual variability and some, such as
executive difficulties, are common in both conditions
[4]. Individuals with ADHD or ASD often struggle to

achieve a sustainable work situation [7-10]. In this
article, work is conceptualised as obtaining and main-
taining work and is seen in a context that also

portion of people with ADHD/ASD find it difficult to
obtain a sustainable work situation, and that they are
strongly overrepresented among those who need
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adaptations to be able to work [16]. In addition,
adults with ADHD/ASD often have various comorbid
mental disorders associated with sick leave, such as
mood disorders, depression, anxiety disorders and
social phobia [1,17,18]. Sleep problems, which signifi-
cantly reduce the ability to work, are also prevalent in
this group [15].

The dynamic interplay between the person, the
occupation and the work environment are crucial for
a sustainable work situation [19]. Individual intrinsic
abilities, such as cognitive, affective, and physical
skills, affect occupational performance. Impaired
executive functioning is typical in adults with ADHD/
ASD, and involves problems with time management,
planning, problem-solving, self-activation, and self-
motivation [20]. This has major consequences for
work-related activities, such as interacting with col-
leagues, completing tasks on time, or prioritising
among tasks. Both conditions are associated with low-
ered educational attainment [21], work impairments
[21,22], and unfavourable long-term outcomes related
to employment and health [23]. Many individuals
with ADHD/ASD do have an ability to work but are
excluded from the labour market due to a lack of
understanding and support in the work environ-
ment [23,24].

There is a lack of studies addressing the needs of
individuals with ADHD/ASD concerning their ability
to work sustainably over time [25], especially in indi-
viduals with a clinically confirmed ADHD or ASD
diagnosis [26]. Few studies fully consider the great
individual variability of support needs [27]. Many
adults with ADHD/ASD face difficulties in their
working life, such as obtaining flexible forms of sup-
port and sufficient understanding from employers [8].
They need continuous help, but struggle to get it [28].
Therefore, there is a need for a deeper understanding
of individuals’ own experiences in terms of their abil-
ity to achieve a sustainable work situation. The
approach should not be limited to a specific area of
responsibility or a particular workplace, but instead
allow a broad perspective that captures the overall
situation. There is also a lack of knowledge of how
individuals experience their work role and how they
are affected by their work, socially and health-wise.
Studies that address individual differences are needed
to understand better different needs and requirements
and how this may be reflected in workplace chal-
lenges [29]. Thus, the current study aimed to identify
and describe how adults with ADHD and/or ASD
experience their ability to work and what conditions
affect their ability to work sustainably.

Materials and methods
Study design

This qualitative study used in-depth interviews and
reflexive thematic analysis [30,31] to analyse the expe-
riences of adults with ADHD/ASD. Interviews was
chosen to capture the participants’ own views and
experiences and were conducted by the first author,
who has experience with the target group but was not
involved in the care of any of the participants.

Ethical considerations

Ethical approval was granted by the Swedish Ethical
Review Authority (2019-00668). Participants were
informed orally about the study and were assured
that they could withdraw from the study without
punishment. Informed consent was collected in writ-
ing or orally before data collection began. Transcripts
and notes were labelled with a code name, and the
participants’ identities were known only to the
first author.

Participants and recruitment

Participants were recruited through a purposive sam-
pling [32]. Healthcare professionals at five psychiatric
outpatient clinics in south-eastern Sweden identified
people who fulfilled the following inclusion criteria:
be 25-40years of age and have at least one of the
conditions ASD or ADHD, diagnosed according to
medical records by specialised psychiatric health care
and coded in accordance with ICD-10 [33]. Clinical
diagnoses are considered credible in Scandinavia [34]
so no new clinical examinations were performed in
this study. We did not perform any additional tests or
questionnaires to characterise the sample. Exclusion
criteria were psychosis, ongoing eating disorders, sub-
stance use disorder and intellectual disability. No cri-
teria were applied regarding the participants’ work
situation, to maximise the breadth of the study group.
The clinics obtained written consent from potential
participants (n=22) to forward their contact details
to EH, who then e-mailed them an information letter
and booked the interview. One participant did not
have time and one did not respond. The remaining
twenty (Table 1) participated in individual in-
depth interviews.

The mean age of the participants was 32 years. The
mean number of years since receiving a neurodeve-
lopmental diagnosis was 5.5 years, ranging from 0.5 to
12 years. Several participants described that their



Table 1. Main characteristics of the participants.
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Marital Completed
Participant Gender Age Diagnosis status Children education Employment status (workload)
1 Male 28 ADHD Partner - Upper Sec. School Competitive employment (70%).
2 Male 34 ADHD Married 1 Upper Sec. School Competitive employment (100%).
3 Female 40 ADHD Single 2 University Competitive employment (100%).
4 Female 27 ADHD Single 2 Upper Sec. School Competitive employment (100%).
5 Male 27 ADHD Partner - University Competitive employment (100%).
6 Female 38 ASD Single - Upper Sec. School No employment. Daily activities (~20%).
7 Female 25 ASD Partner - Upper Sec. School No employment. Daily activities (~10%).
8 Male 31 ADHD Partner - Upper Sec. School Sick leave. No employment.
9 Female 37 ASD Single 1 University Sick leave (100%) from competitive employment.
10 Female 25 ADHD Single - Upper Sec. School Student (50%), competitive employment (50%).
1 Male 26 ASD Single - Lower Sec. School Competitive employment (100%).
12 Male 30 ADHD/ASD Partner 1* Lower Sec. School No employment. Ineligible for sick leave benefits.**
13 Male 29 ADHD Parents - Upper Sec. School No employment. Activity compensation.***
14 Male 40 ADHD Married 1 University Competitive employment (100%).
15 Female 25 ADHD Single - Upper Sec. School Competitive employment (25%), on sick leave (75%).
16 Female 32 ADHD Partner - Upper Sec. School No employment. Ineligible for sick leave benefits.**
17 Male 37 ADHD/ASD Married 3 Lower Sec. School No employment. Ineligible for sick leave benefits.**
18 Male 36 ADHD Married 3 Upper Sec. School No employment. Daily activities (10%).

Ineligible for sick leave benefits.**

19 Male 39 ADHD Partner 3 Lower Sec. School Sick leave from competitive employment (100%).
20 Male 38 ADHD Single 1% Lower Sec. School Competitive employment (100%).

*Not living at home.

**Ineligible due to having been deemed to be able to work by the Social Insurance Agency.
**EActivity compensation from the Social Insurance Agency for reduced work capacity for at least one year due to illness or disability.

neuropsychiatric evaluation had resulted in a formal
diagnosis of ADHD and an acknowledgment of
‘autistic traits’. One participant had been told they
had ASD with ADHD traits. Two participants with
ADHD were waiting for an ASD evaluation. Six of
the participants had different levels of municipal sup-
port, such as housing benefits. Some other psychiatric
comorbidities, such as bipolar disorder, were reported,
and one participant disclosed a previous cerebellar
stroke. Four participants had financial compensation
from The Swedish Social Insurance Agency (SIA).
They took part in the so-called ‘rehabilitation chain’
a gradual return to work, via a 25, 50, and 75% work-
load, to the maximum percentage possible for the
individual. Five participants had no income despite
being unable to work, as the SIA had rejected their
compensation application.

Data collection

Two pilot interviews resulted in an adjustment of the
interview guide, from being four open-ended ques-
tions to using a 2 x 2 matrix containing four areas:
(1) the person’s view of their own ability to work, (2)
their view of their past, present and future work situ-
ation, (3) experiences of previously received support
to enable a sustainable work situation, and (4) what
kind of support they would have wanted to enable a
sustainable work situation. This matrix was an intui-
tive and helpful representation of the interview topics,
and we used it as a visual guidance for both the

interviewer and the respondent to facilitate focus on
the question areas.

Before conducting the interviews, EH recorded her
assumptions to become aware of preconceptions and
enable a greater degree of mindfulness about potential
influences on future interpretations. This included
previous experiences with the target group, expecta-
tions about common challenges, and systematic differ-
ences between diagnosis groups. These considerations
and their influence on conclusions were continuously

discussed within the research team throughout
the project.
The participants chose whether the interview

would take place face-to-face (n=38), by online video
call (n=4), or by telephone (n=38). Before the
COVID-19 outbreak, seven out of 10 chose face-to-
face interviews, whereas during the pandemic, nine
out of 10 preferred other options. EH conducted all
interviews (n=20) with no one else present. The
interviews were 40-100 min long and were conducted
between October 2019 and September 2020. It was
clarified that the intention was to gather the partici-
pants’ subjective experiences. The participants were
encouraged to talk openly about their experiences
through probes, prompts, and loops [35]. Recruitment
ceased when data collection no longer yielded new
information [36]. All interviews were audio-recorded.
One interview had to be repeated due to recording
errors. The recorded audio files and transcripts were
archived in the university’s digital secure file system
with a password that only the authors had access to.
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Data analysis

To identify and describe the participants’ experiences,
data were analysed using reflexive thematic analysis
with an inductive approach [30,31]. The study used a
latent, constructionist approach to find out the under-
lying meaning of the participants’ experiences, which
allowed the researchers to move away from the expli-
cit and obvious content of the data [30]. The 15-point
checklist by Braun and Clarke [30] was followed dur-
ing the analysis process, to achieve a dependable the-
matic analysis. To meet the trustworthiness criteria
outlined by Lincoln and Guba [37], a step-by-step
approach following the guidelines of Nowell et al.
[38] was used. All interviews were transcribed verba-
tim and in detail. A transcription key was used.
Transcripts were checked against the tapes for accur-
acy by EH and PK. EH kept a detailed codebook
throughout the analysis process to maintain a well-
documented audit trail of evidence of the coding pro-
cess [38]. This is a critical aspect of reflexive thematic
analysis, where the active role of the researcher must
be systematically and continuously documented to
achieve dependability and trustworthiness [36,38]. All
authors actively read and re-read the transcripts to
familiarise themselves with the data. Transcripts were
imported into NVivo (version 12) to facilitate the
analysis. KI, LK, PK, and EH individually generated
initial semantic and latent codes for all the transcripts
and then discussed and compared their coding. EH
reflected in the codebook on how data were coded,
the assumptions made in coding the data and things
that might have been overlooked, since coding always
bears the researcher’s mark [30]. EH also reflected
orally with PK and discussed the coding in relation to
her written preconceptions. Each
treated with equal attention in the analysis. EH and
KI then sorted and collated all the potentially relevant
data extracts into themes. In each theme, a central
organising concept was identified that captured the
essence of a theme to identify the story that each
theme told. EH and KI performed researcher triangu-
lation by discussing the potential themes. Notes about
the development of subthemes were kept in the code-
book to help increase the credibility [38]. EH and KI
actively went back and forth between the different
phases of the analysis process to check the themes
against the original data to ensure the process was
inclusive and comprehensive. Themes were then dis-
cussed with all authors. Final themes were established
that did not overlap and had a clear relationship with
each other. EH and KI defined and named themes
and strengthened them with quotes. The quotes were

interview was

translated into English by KI. As a final step, the rele-
vance of the results was confirmed through a member
check with one of the participants [37].

Results

Three major themes were identified. The first theme,
‘One’s own cognitive abilities and challenges’, com-
prised individual qualities and disabilities that
imposed limitations on participants’ ability to work.
The second theme, ‘Enablement by flexibility and
acceptance in the work environment’, described how
physical, institutional, cultural, and social factors
affected the work situation. The third theme,
‘Accumulated stress makes the work situation unsus-
tainable over time’, emphasised how the passage of
time amplified the effects of day-to-day challenges,
creating a vicious circle of interacting effects and
diminishing the participants’ ability to find a sustain-
able balance. Figure 1 summarises the themes
and subthemes.

Theme 1. One’s own cognitive abilities
and challenges

This theme comprised factors related to the individu-
al’s intrinsic abilities. Three subthemes are pre-
sented below.

Having the ability to create structure at work

The first subtheme was related to executive function
challenges and their effects on the ability to organise
work tasks. Participants describe how they struggled
to manage their thought processes, making it difficult
to plan for and prioritise among tasks. Several partici-
pants expressed frustration with their inability to
exert executive control at work, leading to overdue
tasks and colleagues having to cover up for them.
Some participants were able to make lists of priorities
and create schedules for themselves, but instead had
great difficulty following their own plans.

I have a weekly schedule, so... one remembers bills,
vacations, and all those things... the problem is I
don’t follow it. (Participant 14)

The cognitive challenges caused stress due to losing
track of work tasks, and sometimes led to unpaid
overtime work to compensate for poor performance.
Participants described a vicious circle of anxiety, sleep
problems, and a sense of chaos.

Then I try to figure out what I need to do and what
has been done, and create structure and order and fix
a bit more and write a bit more, and then it gets too
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Having the ability
to create
structure at work

Understanding one’s
own support needs and
knowing how to get help

Hypersensitivity to
sounds and other
sensory impressions

/

1

One’s own
cognitive
abilities and
challenges

Being seen,
understood
and accepted

Enablement
That tasks and s
instructions are [— by ﬂeX|b;I|ty and
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Permission to
choose the
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and How

Figure 1. Overview of themes and subthemes.

late, and then when I get home I feel sort of ill
because I've worked too much, so it leads to a vicious
circle - that I don’t have the energy to exercise, or that
I'm tired and grumpy and cranky/.../I spend more
time on work than I should, and too little time for
recovery and rest... and then when I am not in
control, I don’t feel well... (Participant 3)

Genuine interest in tasks positively affected partici-
pants’ performance, and motivation was easier to
maintain when the tasks required creative thinking.
Several of the participants expressed that their
adapted work situation lacked interesting and moti-
vating tasks and that the boring nature of their work
reduced their ability to perform.

Understanding one’s own support needs and know-
ing how to get help

The second subtheme was about the importance of
understanding one’s own support needs and being
able to learn about the support systems. Several par-
ticipants explained how gaining insight into their own
function had helped them master their work to a
greater extent. Some participants expressed frustration
that their own insights did not easily translate into
finding a good solution. Others described that an
increased understanding of their own functioning had
helped them become less critical of themselves. One
participant described how counselling helped them
balance their excessive expectations to perform at
work. Having undergone a thorough neuropsychiatric

Sustainable

Battling with
the system
over time

Accumulated
stress makes the
work situation
unsustainable
over time

—

Juggling every-
day life in a
sustainable way

evaluation to get the correct diagnosis and medication
improved participants’ understanding of their own
function. An ability to imagine the potential existence
of yet unknown support measures to discover and
explore was a factor that contributed positively, by
driving participants to seek support actively. Several
participants described specific strategies to ensure that
they received the support they needed. These included
reading about regulations, obtaining psychiatric
healthcare, and discussing their support needs in the
workplace with administrators or employers.

I thought a lot about what I take on, and what I
communicate to others that I am good at, and what 1
want to do... To fulfil people’s expectations, they need
to expect that I'll do the right things... not... do a lot
of administration, because then they won’t be satisfied,
and I won’t be satisfied ... (Participant 1)

Hypersensitivity to sounds and other sensory
impressions

The third subtheme was about sensory sensitivities at
work. Several of the participants described having
sensory processing deficits that caused difficulties in
work environments, primarily with auditory inputs.
One participant expressed that her sound sensitivity
varied from day to day in unpredictable ways.
Another one explained that multisensory filtering and
sorting was a laboursome process, constantly compet-
ing with other tasks. Participants described how
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sensory impressions, such as background conversa-
tions or ventilation systems, were difficult to block.
Sensory sensitivities were draining and made it diffi-
cult for participants to focus, increasing stress and
fatigue. One participant, who experienced great sen-
sory stress in meetings, managed the situation by
going only to the most important meetings and com-
pensating for the rest of the week by working alone,
or at home.

Theme 2. Enablement by flexibility and
acceptance in the work environment

The second main theme comprised factors in the
external environment that affected the work situation
or work-like activities. It comprised three subthemes.

Being seen, understood, and accepted

The first subtheme was about the importance of being
accepted in the social work environment. The partici-
pants found it very important that people in their
work environment were able to understand and
accept their ways of functioning. When employers,
colleagues and administrators knew of their support
needs and capabilities, the work situation became eas-
ier to manage. Participants described that they did
not always feel seen.

“Do you need to have that on paper, you idiot”, he
said ... that was his spontaneous comment when I told
him 1 had gotten it on paper... or gotten the
diagnosis. (Participant 2)

Being understood was also important when the
employer was unable to address challenges or solve
problems. One participant explained how nice it had
been when her boss understood how difficult it was
for her to do night shifts. Even though the employer
could not change her situation, she felt she was no
longer alone with the struggle. The invisible and fluc-
tuating nature of the impairments made the situation
more complicated. The fact that the difficulties were
relatively invisible to others, meant that no one could
understand the extent of the problems. Several partici-
pants were negatively affected by this, because people
in their environment were uncertain about their abil-
ities, leading to demands that were set either too high
or too low. An eloquent and well-educated participant
described how the invisibility of his disability meant
that problems kept being questioned by the people
who were there to support him:

Either they think I am intellectually disabled, or they
don’t think there is anything wrong with me... If they
read my medical records... then they think I have

difficulties across the whole spectrum with everything,
and then they come to me, and then they meet me,
and then they wonder who it is that needs help, and it
is incredibly frustrating. Several times, I've wished so
intensely that it was visible that there is something
wrong ... (Participant 18)

In addition to being understood, the participants
wanted to be accepted just as they were, without
needing to change. They wanted it to be okay to have
different needs than their colleagues. The participants
wished for greater openness and more acceptance of
differences in society in general. One participant
described that it was difficult to find self-acceptance
when society clearly did not accept her. Gaining
acceptance from others led to a sense of belonging in
the workplace, creating a sense of self-worth. In con-
trast, the consequence of not being accepted was an
experience of otherness, and a sense of being an
appendage—someone without function.

That tasks and instructions are clearly defined

The second subtheme was about the clarity and struc-
ture of work tasks. Clear and well-structured tasks
were desired by most of the participants. This could
be created with the help of checklists and routines, by
getting explicit instructions from employers and col-
leagues, or with fixed schedules that guided and clari-
fied work tasks. Having deadlines and getting help
with prioritising among tasks were requested. Finding
a balance between having enough structure and get-
ting self-directed, flexible adaptations was often chal-
lenging. Importantly, having access to structure and
support did not equate to needing rigid routines or
no variability. Rather, participants wanted their
employers to help them find individualised and flex-
ible ways to create structure and clarity.

Permission to choose the when, where, and how

The third subtheme was about how participants
needed flexibility regarding when, where, and how
they carried out their work. This flexibility did not
oppose the need for structure described in the second
subtheme. Instead, it was about being in a workplace
that allowed individuals to find and use their own,
creative solutions to increase their capacity and well-
being. For participants who had a job, it included
flexibility in terms of where the work was done (such
as sitting in a quiet area or working from home) and
when it was done (such as doing complex tasks dur-
ing high-energy periods). Such freedoms contributed
to a sustainable work situation by allowing partici-
pants to manage their energy levels and increase well-
being and productivity. Being locked into very strict,



rigid work hours was detrimental for several partici-
pants. For example, being on time for an early morn-
ing shift could require many hours of preparation the
day before, coupled with stress and anxiety about
being late.

When I had this fixed schedule, I had to rebuild my
life around it. Now [with distance studies], I can turn
it around ... and shape the studies around myself... 1
am not entirely dependent on having a good day...
(Participant 10)

Several participants talked about how norms in the
workplace limited flexibility and posed problems.
There were assumptions, such as ‘coffee breaks with
colleagues are important for your well-being’. One
participant described it difficult to create a manage-
able work situation when everyone was expected to
do the same thing, like working physically at
the office.

Most important for me is to work from home, given
that it costs me so much energy just to transport
myself to work and be there physically... open office
plans, many people... they want everyone on-site.
(Participant 9)

Several of the participants were, or hoped to
become, self-employed, to get enough space to man-
age their work conditions according to their needs.
One participant expressed a dream of no longer being
pressured to perform at a given place at a given time,
and being able to harness the enormous, but unpre-
dictable, boosts of energy that they experienced from
time to time.

Participants who did not have a job sometimes
expressed their need for flexibility in other ways.
These individuals were adversely affected by the lack
of flexibility at the societal level, such as rigid rules,
inflexible systems, and unchallengeable laws. The
rigidity in how they received support to enter the job
market forced them to follow processes that had pre-
viously failed and were bound to fail repeatedly, with-
out any meaningful adaptations between iterations.
All participants who did not have a job described
experiences of having failed in work-like situations.
Several felt abandoned because they did not fit into
the system and the system did not adapt to them.

Theme 3. Accumulated stress makes the work
situation unsustainable over time

Despite great variability in participants’ exact circum-
stances in life and at work, a common denominator
was that they lacked stability over time. This was
partly due to a general difficulty with managing the
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various aspects of life, but it was also associated with
rigid system-level factors that did not allow much
temporal variability. The participants expressed that
their needs and abilities varied over time, whereas
support systems were static and inflexible. Two sub-
themes were identified.

Battling with the system over time

The first subtheme was related to long-term, continu-
ous battles with the system, such as fighting for bene-
fits. Participants described problematic system-level
factors, such as rules, laws, authorities, and financial
and legal barriers affecting income. Several of those
who did not have a job described uncertainties in
their efforts to enter the job market, with a lack of
flow and flexibility in moving through the support
systems. There was a sense of great unpredictability
about what might happen in the future, and much
anxiety from not knowing when things would fall
apart again. Many had gone through frequent changes
in administrators and other supports or found good
workplaces that did not work out long-term. Other
discontinuities  created stress and insecurity.
Interruptions in the continuity of disability benefits
were especially stressful. Participants had to reapply
regularly for sickness benefits, and spent a great deal
of energy on applications, rejections, and appeals. All
these factors caused instability and uncertainty,
increased stress levels and anxiety, and caused
poor health.

Participants perceived that the health insurance
system assumed their ability to work was relatively
constant, while their own experience was one of rapid
and unpredictable fluctuations. To maintain their dis-
ability benefits and thus be financially safe, they
needed to follow the path prescribed by the system,
including the ‘rehabilitation chain’ (see Methods). For
several participants, this meant that they had to aim
for full-time, even when they had good reasons to
believe this was not a good idea. For example, some
participants who had worked full-time earlier in life,
but got ill from exhaustion, felt an enormous pressure
to return to full-time work.

What scares me is that the social insurance agency
must try to get me to one hundred percent, and this
means that I must wear myself out at seventy-five
percent and one hundred percent, to reach a
conclusion that I already know. (Participant 16)

To alleviate stress in work-related situations, some
suggested it would be good with a support person,
who was explicitly meant to stay for the long term. It
was important to participants that this support would
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not be removed during periods of better functioning.
Participants wanted general support with life balance
over time, a sounding board, and help to reflect on
how their functioning interacted with their environ-
ment. The participants emphasised that a support per-
son needed to have a high level of competence in
neurodevelopmental conditions.

/... /if you find something that works, you have settled
into a good routine or so, then very little is needed to
disturb it; really, it can be the tiniest stress response
and you stop being able to think as well... There are
many barriers on the way and therefore you need a
bit of continuous follow-up to keep you on track... I
very much need a sounding board or discussion
partner... so that the thoughts can come unstuck
quickly, and come out one at the time...
(Participant 15)

Juggling every-day life in a sustainable way

The second subtheme was about the broader issue of
juggling aspects of daily life and the effects on the
sustainability of the work situation. Our question
about how the participants viewed their ability to
work was generally answered with descriptions of
how it was affected by their whole life situation. It
did not appear possible or meaningful for participants
to consider their ability to work in isolation from
other factors. Whether or not they currently worked,
the participants described how they struggled to get
their everyday life together. Often, they were forced
to implement strict prioritisation among non-work
activities, and several of the participants struggled to
combine work with their role as a parent or partner.
Some described that they were dependent on strict
routines at home (e.g. mealtimes or exercise habits)
to cope with the work situation and maintain their
health and energy. Eliminating stress and avoiding
vicious circles of stress was something that the partic-
ipants had struggled with for many years.

It is like it’s designed to keep me stressed and tired,
and then it continues when I pick up the kids, and
when I get home, and then I go to bed and feel that 1
am still stressed, and then I know that there’s a new
day and it just keeps going like that... (Participant 4)

Those working successfully still experienced stress
and an imminent threat that the situation could
change at any time, and they might lose control of
the situation. Most had experienced stress-related sick
leave and were worried they would need more sick
leave in the future. Many described being able to
cope with stress periodically - but not continuously
over time. It was not that they had poor self-esteem;
they were being broken down by always being at the

end of their tether. One participant, who currently
thought that his work situation was okay, described a
great deal of concern about how he would cope if his
family situation forced him to switch from night
shifts to day shifts.

Living with ADHD/ASD was experienced by many
as incredibly stressful. Several described a long-stand-
ing struggle both in work situations and outside of
work and how it exhausted them in the long term.
One participant discussed their ability to work in rela-
tion to ageing:

Previously, I could just keep fighting... you can’t keep

that up ... [living with neuropsychiatric conditions] is

incredibly tiring for the body and mind/ ... /and it’s

also something one has to accept, and it’s something 1

know will get worse... It’s scary... my brain is getting

more tired... I've tried to fight, like, work one

hundred percent... it really wore me out... and I

broke again/.../it isn’t fun to age  with

[neuropsychiatric conditions]/... /my kids have to live

with ... their dad might kill himself, or break, or lose
his temper, so stressful for them. (Participant 17)

Discussion

Our thematic analysis paints a complex picture of
barriers to sustainable work for individuals with
ADHD/ASD. The first theme emphasised difficulties
with person-level characteristics, identifying planning
ability, support self-efficacy and sensory function as
especially important. The second theme, which
described factors in the workplace, focussed on social
acceptance, well-defined tasks, and freedom to bend
norms around workplace practices flexibly. In the
final theme, participants described a critically unmet
need for continuity. They described detrimental
effects of system-level inertia, frequent changes in
interventions, life events, and cumulative effects of
stress over time.

The participants’ descriptions of how executive and
sensory deficits affected their work are consistent with
challenges associated with ADHD/ASD [39,40]. Even
when they had tools for planning, they failed to use
them consistently, emphasising the importance of
continuously monitoring interventions and using
them adaptively [12]. The participants found that
their performance depended on internal motivation,
and that boring or repetitive tasks were challenging
[20]. Meaningful activities are essential for motivation
[19] and this may be amplified in workers with
ADHD who are generally more dependent on external
motivation [20]. Hypersensitivity to sounds and lights
had a negative impact on the ability to work,



consistent with previous research describing the chal-
lenges of women with ADHD in filtering and regulat-
ing their reactions to stimuli in workplace settings
[9]. Consistent with previous studies [40], our partici-
pants described how hypersensitivity drained them of
energy and caused avoidance behaviours. Raymaker
et al. [40] also described reduced tolerance to stimuli
due to ‘autistic burnout’, a state of incapacitation
caused by cumulative stressors often described by aut-
istic people. Several participants in our study
described symptoms similar to those described by
Raymaker et al. [40]), including stress and fatigue.

Insight into one’s own internal resources appeared
to facilitate the successful navigation of occupational
and societal systems. Adults with ASD also described
difficulties in understanding complex health care sup-
port systems [41,42], emphasising a need for suitably
adapted information about services and supports.
Participants’ descriptions of finding ways to harness
their strengths and get support for their weaknesses
endorse the use of strength-based interventions [43]
and occupational therapy assessments that map
strengths and resources rather than just deficits.

The impact of environmental factors described in
Theme 2 is consistent with the known importance of
the social environment for health and occupational
performance [19]. Environmental factors are crucial
as barriers and facilitators in improving employment
for adults with ASD [7]. For example, kindness or
awareness could make a major difference for adults
with ASD in working life [8]. Young adults with ASD
and their parents experienced that many barriers to
employment had more to do with external factors
(e.g. prejudice and organisational inflexibility) than
with personal characteristics [8], in line with our
results that underlined the need for understanding.
Negative attitudes and lack of supportive relationships
in the work environment was the greatest obstacle to
employment for adults with ASD [44]. In this study,
the sometimes-invisible nature of the disability was a
barrier to understanding, as it made it difficult for the
environment to appreciate the abilities and needs.
Similarly, adults with ASD reported that healthcare
providers misunderstood them by applying a neuro-
typical norm, failing to see the individual [42].
Ableism and other types of discrimination in the
form of prejudices, cognitive beliefs and stereotypes
affect neurodiverse adults through, for example, cor-
porate deficit-based attitudes and a constant pressure
to find ways of appearing ‘normal’ [45,46]. Thus, to
support adults with ADHD/ASD, support professio-
nals and employers may need to make an extra effort
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to put aside their expectations and listen to the indi-
vidual. An affirming social environment may help
individuals feel self-worth and belonging, leading to
greater well-being and better confidence to engage in
occupations [47]. A more accepting environment for
individuals with ASD was also suggested to have great
benefits to the diversity of workplaces [48].

Our participants struggled with the balance
between having enough structure in the workplace
and having enough flexibility in when, where and
how they performed their tasks. The significant het-
erogeneity of ADHD/ASD symptoms may make it
especially important for this group to get permission
to influence their work situation. This study suggests
that it is essential not to limit the opportunities for
adaptations to whatever adaptations others have
received before. Importantly, adaptations are needed
to consider day-to-day fluctuations in the mental and
physical state. There is widespread agreement that
work ability is not static and must be considered
within a broader context, as different areas of life
affect each other [12,19]. The participants in our
study clearly experienced their ability to work as
entirely dependent on the environment. According to
a recent study employers may be receptive to this, as
they specifically requested a greater understanding of
how ASD was uniquely expressed in employees or
applicants [49]. The flexibility of the participants was
also limited by system barriers and bureaucracy, such
as the rules governing the SIA, again illustrating the
influence of the environment on individual work abil-
ity. A similar finding was reported in a Canadian
study demonstrating that social security services cre-
ated employment barriers due to restrictive regula-
tions [50]. The study concluded that the problem was
not a lack of services but shortcomings regarding
understanding and inclusion in the system. These
observations suggest a broader issue, with homoge-
neous systems that fail to cater to heterogeneous
groups, and rule changes are needed in addition to
attitude changes.

The participants lacked stability and predictability
over time, with severe and long-term consequences
on stress levels. The participants needed long-term
support tailored and continuously adjusted in inten-
sity, but the provided interventions had generally
been short-term, specialised, and disconnected from
other problem areas. A lack of continuity in support
measures can have many reasons. In Sweden, publicly
funded agencies are sometimes understaffed or under-
funded, making it more difficult to provide predict-
able and unbroken support. Further, the social system
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is designed to provide support when clearly needed
and remove it when the individual has gained better
function or more independence. These factors do not
combine well with the needs of adults with ADHD/
ASD, whose ability to function can vary over time. A
lack of continuity may also reflect shortcomings in
the coordination between different
Coordinated collaboration across health and social
services is beneficial, but integration is difficult to
achieve in a system in which services are differenti-
ated by design [51].

The participants described a very high level of
stress and exhaustion, and they attributed this to their
constant struggle with day-to-day demands. Especially
high distress was associated with discontinuities in
their financial benefits, which was compounded by a
need to re-apply regularly and a relatively high risk of
rejection. The accumulating stress had devastating
consequences on the ability to work, and cascading
effects on the whole life situation. Adults with
ADHDY/ASD are susceptible to poor mental and phys-
ical health [17] and report intense stress and exhaus-
tion from the cumulative effects of daily life [40,52].
While some of the challenges participants describe
may be universal for working people, the magnitude
is likely amplified for this group.

Our study suggests that a functioning work situ-
ation is highly dependent on support measures that
are continuous and flexible. The success of a certain
set of adaptations at one point does not guarantee
sustainability over time. Participants suggested that it
would be helpful with a long-term support person,
that would be able to provide more extensive support
during times of greater need, and vice versa. These
results correspond with studies reporting that adults
with ADHD benefitted from continuous support from
a trusted person in everyday life, to obtain and main-
tain attachment to the Ilabour market [28,53].
Together with Lyhne et al. [28], our findings empha-
sise that individual support must address the whole
person, suggesting that occupational therapists are
vital to adults with ADHD/ASD [28,53]. Together
with Lyhne et al. [28], our findings emphasise that
individual support must address the whole person,
suggesting that occupational therapists are vital to
adults with ADHD/ASD. Further research could focus
on support measures currently in place for this group
or examine more concretely how individualised long-
term support could be put in place. We also see the
need for multidisciplinary research that engages sev-
eral stakeholders, such as employment services, social
insurance agencies and employers, and occupational

services.

therapists and other healthcare providers. Further
qualitative research in this area is particularly valuable
to address ableism in the workplace as well as in
scholarly research. Without first-hand information on
subjective experiences of neurodivergent adults, neu-
rotypical employees and scholars risk making deeply
uninformed assumptions about support needs, chal-
lenges, and abilities.

Limitations

The heterogeneity of difficulties was likely increased
by including both ADHD and ASD in the study.
However, as these conditions commonly co-occur and
are associated with some overlap in symptoms, the
breadth and relevance of the data likely benefitted.
Most of the participants had been diagnosed in adult-
hood, suggesting that the participants had not
received sufficient support earlier in life. Thus, our
participants are not likely to be representative for an
entire population of individuals with neurodevelop-
mental condition, limiting the transferability of
results. Recruitment of participants through psych-
iatry clinics probably excluded people who were not
in contact with psychiatric specialist care. While this
approach caused some selection bias, it allowed con-
firmation of ADHD/ASD diagnoses, which is rare in
the field [26]. During the data collection phase, the
COVID-19 pandemic broke out, prolonging the data
collection period and shifting participants’ preference
towards telephone or digital interview format instead
of meeting face-to-face. This might have affected the
participants’ responses and commitment, as it is more
challenging to create a relationship and reach a great
depth without meeting in person. Nevertheless, digital
interviews also had positive effects, as they were more
flexible to schedule, and participants did not need to
waste energy travelling.

Conclusion

Adults with ADHD/ADHD described individual-level
challenges that interacted with opportunities and limi-
tations in the environment, to either support or
undermine their efforts to enter and stay in the
labour market. The results emphasised the need for
individually tailored interventions not limited to the
work setting. Crucially, adaptations in the workplace
or other enabling circumstances did little to help
unless they were also stable and predictable over time.
Our findings suggest that stress and exhaustion result-
ing from a lack of long-term stability was the most



significant barrier to sustainable work in adults with
ADHD/ASD. We recommend that occupational thera-
pists and other stakeholders should (1) pay special
attention to the long-term sustainability of any sup-
port measure, and (2) be receptive and flexible in
interactions with individuals to accommodate the full
spectrum of variability, both between individuals with
the same diagnosis, and within individuals over time.
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