Journal of Autism and Developmental Disorders
https://doi.org/10.1007/510803-024-06425-z

ORIGINAL ARTICLE ——

®

Check for
updates

‘If | Don’t Have My Support Worker in the Room...: A Multi-
perspective Mixed Methods Study of Remote Daily Living Support for
Neurodivergent Young Adults

1,3,4

Maria Léthberg'® . Eda Wirstrom'2 . Jenny Meyer'>® . Sonya Girdler'*® . Sven Bélte - UIf Jonsson'>>

Accepted: 25 May 2024
© The Author(s) 2024, corrected publication 2024

Abstract

Purpose Information technology is increasingly being employed for providing support and interventions in disability and
health service contexts. This study aimed to investigate service users’ and support workers’ perspectives on remote support
in daily living for young adults with neurodevelopmental conditions.

Methods Using a convergent mixed methods approach, we integrated qualitative and quantitative findings from survey
responses and focus groups. Young service users (aged 18 to 29) diagnosed with ADHD and/or autism (n=35) and support
workers (n=64) from four municipalities in Sweden responded to a survey designed to tap into their lived experiences and
views. The topic was explored further in focus groups with young service users (n=7) and support workers (n=3). Open-
ended survey questions were analyzed using qualitative content analyses and complemented with information from the focus
groups, while closed survey questions were summarized descriptively. Inferences were merged in a joint display.

Results While participants reported having access to digital devices, service routines for remote contact were not in place.
Service users were more hesitant than support workers in endorsing remote support, expressing concerns that this approach
would be inferior to in-person support (e.g., owing to miscommunications and insufficient social and emotional contact).
Still, both groups expressed that remote contact may at times be a beneficial complement to in-person meetings, increasing
accessibility and user choice.

Conclusion Service providers planning to implement remote support elements should explore the demand, acceptability, and
organizational readiness for this approach. Moving forward, user engagement will be crucial to meet individual preferences,
values, and needs.

Keywords ADHD - Autism - Daily living - Remote support - Social services

Transition to adulthood is a transformative period that
is defined by escalating expectations regarding assum-
ing adult roles and independence (Arnett, 2000; Arnett &
Padilla-Walker, 2015). This period is commonly marked by
the achievement of many life milestones including going to
university, getting a job, leaving home, and building new
relationships (e.g., Speder et al., 2013). Young neurodiver-
gent adults with conditions such as autism and ADHD may
find this period particularly challenging (Elster & Parsi,
2020; Roper, 2023). Research using the WHO framework
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International Classification of Functioning, Disability,
and Health (ICF) (World Health Organization, 2001) sug-
gests that this group experiences functional challenges in
several domains (e.g., decision-making, problem-solving,
daily routines, housework, distributing energy and drive
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on different objectives, and managing basic interpersonal
interactions) (Bolte et al., 2018, 2019). Support may con-
sequently be needed in multiple life areas, such as finances,
housing, education, employment, transportation, and health
care (e.g., Elster & Parsi, 2020).

National guidelines in Sweden have recently highlighted
support in daily living as a high-priority service for neurodi-
vergent adults (Swedish National Board of Health and Wel-
fare, 2022b). The most frequently granted support service
to young adults is a form of service called housing support,
which is provided under the Swedish Social Services Act
(Swedish National Board of Health and Welfare, 2023D).
This service includes the provision of practical, educa-
tional, and social support to enable individuals to manage
their daily lives in ordinary housing (Swedish National
Board of Health and Welfare, 2010). A recent qualitative
study (Lothberg et al., 2023) of support workers’ experi-
ence revealed that increasingly elements of this support are
provided remotely, via digital devices. The support workers
described that the use of digital technology had accelerated
during the COVID-19 pandemic and that these changes in
service provision had resulted in new insights into how sup-
port can be tailored to meet different needs. New ways of
using and combining remote support with in-person meet-
ings were seen as a valuable addition to the traditional
model of service.

In the broader perspective, scientific advances have
enabled the use of information technology in healthcare
and social services (e.g., Milne-Ives et al., 2020). Digital
platforms are commonly employed in remotely deliver-
ing advice, support, and care to service users, which was
accelerated by the COVID-19 pandemic (Fang et al., 2022;
World Health Organization, 2020). While the proposed ben-
efits of digitally delivering healthcare interventions include
improved accessibility (Kazlauskas et al., 2020; Sehlin et
al., 2018; Venturo-Conerly et al., 2022) and cost-effective-
ness (Andersson & Titov, 2014), concerns have been raised
that these approaches are less client-centered (Stevens et
al., 2019) and limit social contacts among users (Fang et
al., 2022). WHO guidelines on digital health interventions
suggest that health care services provided at a distance
may improve outcomes, and that clients may feel that this
improves their independence and self-care. On the other
hand, qualitative evidence indicates that health workers
have concerns, expressing that some clients still need face-
to-face contact, noting that changes in the relationship and
communication may lead to poorer quality care. In addition,
challenges concerning the feasibility of digital interventions
were highlighted, including the issue of maintaining data
privacy and technical issues. Overall, the guidelines stress
that delivery of health care services at a distance should
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complement and enhance, rather than replace, face-to-face
services (World Health Organization, 2019).

Today, younger generations are frequently described as
‘digitally native’ (e.g., Dahl et al., 2018) and may therefore
be more ready to accept, or even prefer digital health care
and support services. The use of digital technology in pro-
viding support and interventions to neurodivergent young
people may have significant potential (Khan et al., 2019),
increasing accessibility and simplifying communication
(Sehlin et al., 2018). Still, some concerns have been raised
regarding their effectiveness in enabling young adults to
learn and retain skills (Chen et al., 2022; Khan et al., 2019).

Despite the increasing use of remote elements in daily
living support, to date no research has investigated how this
shift is perceived by young service users and the support
workers. The objective of this study was to investigate neu-
rodivergent young service users’ (ages 18 to 29 years) and
support workers’ perspectives on remote support. A survey
was designed to tap into the lived experience and views
of the respondents and was complemented by focus group
discussions. By accessing insights into specific needs, pos-
sibilities, and barriers, we aimed to gain a better understand-
ing of the experiences encountered in implementing remote
elements of support in daily living.

Methods
Design

This study was the first step in a larger project aiming to
increase young service user engagement in the support
service. A convergent mixed methods design (Creswell,
2022) was employed with the goal of gaining knowledge
about young service users and support workers’ views on,
and readiness for, remote support (see Fig. 1). This design
was chosen to allow for both quantitative and qualitative
analyses, which were integrated to make inferences from
the merged data (Creswell, 2022; Guetterman et al., 2021).
Two data sources were used: (1) a survey including closed
and open-ended questions; and (2) online focus group dis-
cussions. Multi-perspective data, in this case, data collected
from two stakeholder groups (neurodivergent young service
users and support workers), was collected to access mul-
tiple descriptions (Doyle et al., 2020; Akerblad et al., 2021).
Members of the research group with lived experience of
support in daily living, from both a service user and sup-
port worker perspective, read and commented on the final
manuscript. Neurodivergent individuals were not directly
involved in the design of the study or the development of the
survey. The study was performed in line with the principles
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Fig. 1 Visual depiction of the convergent mixed methods design

of the Declaration of Helsinki and was approved by the
Swedish Ethical Review Authority (2021-06924-01).

Context

Housing support is a type of support in daily living, typi-
cally delivered by municipal social services in Sweden. The
objective of this service is to improve the quality of life and
promote equality for individuals with mental, behavioral,
and neurodevelopmental conditions living in ordinary hous-
ing in Sweden (Swedish National Board of Health and Wel-
fare, 2022a). Consequently, those living in special housing
with services for people with functional impairment (e.g.,
supported housing) do not qualify for this specific service.
The support service is organized and managed within each
municipality. Designed as a needs-based service, social care
administrators initially assess a potential client’s eligibility,
based on their individual profile and needs. The decision
is usually underpinned by an interview with the client and
information obtained from clinical assessments and medical
statements.

The support is delivered by public and/or private service
providers. A support plan, containing relevant information
about the service user and the scope and area of granted

support, is forwarded by the care administrator to the ser-
vice providers. The frequency of support varies according
to the individual’s needs, from as little as once a month to
several times a day. The service is typically carried out in
the service user’s home, but can also be provided at other
locations, depending on the service users’ preferences and
needs. Support workers are predominantly women and
commonly have an educational background in nursing and
social care (e.g., assistant nurse), while some have higher
education in behavioral science or social work (Statistics
Sweden, 2022; Swedish National Board of Health and Wel-
fare, 2010, 2022a).

Service users are heterogeneous in terms of mental,
behavioral, and neurodevelopmental conditions, with anxi-
ety disorder, depression, ADHD, schizophrenia, autism,
and personality disorders being the most common condi-
tions. A smaller proportion (approximately 5%) of users
have an intellectual disability (Swedish National Board of
Health and Welfare, 2019). Nationally, approximately 30
000 individuals are granted this service, with users equally
distributed between males and females, and about one third
being young adults (Swedish National Board of Health
and Welfare, 2023b). It has been reported that many who
would qualify for this support service do not apply, limiting
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understanding as to the true size of the target population
(Autism Sverige, 2023; Swedish National Board of Health
and Welfare, 2023a).

Participants
The Survey

Using purposive sampling, four municipalities were selected
based on demography (one rural and three urban) and type of
provider (one private and three public). Service users aged
18 to 29 years with a diagnosis of autism and/or ADHD and
support workers who had worked with this target group in
the last two years were eligible to participate in the survey.
Support workers were asked to invite their clients diagnosed
with autism or ADHD to participate. Thereby, only young
adults with a known clinical diagnosis of autism and ADHD
were invited. In the survey, the respondents themselves
confirmed the diagnosis. Based on the municipalities’ esti-
mates, the target population comprised approximately 200
service users and 200 support workers. A total of 35 young
service users and 64 support workers completed the survey.
Participant characteristics for the total sample and stratified

Table 1 Demographic characteristics and experience with housing
support among service users and support workers responding to the
survey

Total Experience with housing

support
Service users” ~ [ year ~2-3 =4-10
years years
Gender All 35 12 17 6
Women 21 7 11 3
Men 10 2 5 3
Non-binary 4 3 1 0
Age® 1824 years 9 5 3 1
25-29 years 25 7 13 5
Diagnosis® Autism 16 8 5 3
ADHD 10 3 7 0
Autismand 8 1 5 2
ADHD
Support workers® 1-5 years 610 11>20
years years
Gender All 64 24 16 23
Women 50 18 12 19
Men 14 6 4 4
Age® 25-35years 14 10 3 0
36-45 years 11 5 3 3
46-55 years 20 6 3 11
56-65years 18 3 7 8

411 web-based responses and 24 on paper
bOne participant did not state their age
“One participant did not state their diagnosis

4One participant did not state years of work experience
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by diagnosis are described in Table 1 and Online resource
Table S1.

The Focus Groups

Purposive sampling was also used to recruit participants
for three online focus groups (autistic service users; ser-
vice users with ADHD; and support workers) using the
same eligibility criteria as for the survey with the additional
requirement that participants should be prepared to take part
in online group discussions. The aim was to create focus
groups consisting of one participant from each municipal-
ity. Since one municipality declined to participate in the
focus groups, participants were ultimately nominated by
three municipalities. Nominated support workers (n=3)
were sent an information letter and returned an informed
consent form. Support workers were instructed to provide
eligible service users with oral and written information
and assist them in returning their informed consent forms
as necessary. Participating service users (n=7) were allo-
cated into two groups based on their primary condition, with
some participants having co-occurring autism and ADHD.
The two groups included three participants each, with one
additional participant with co-occurring autism and ADHD
ultimately deciding to contribute through telephone calls.
Participating young service users were living in ordinary
housing, were aged 21 to 29 years, and had between 1 and 8
years of experience in receiving support in their daily living.
A range of educational levels (i.e., primary school, second-
ary school, university, and vocational training) and current
occupations (i.e., part-time, sick leave, student, volunteer,
and self-employed) were represented. To ensure the partici-
pants anonymity, more detailed individual-level informa-
tion could not be disclosed. The group of support workers
consisted of two women and one man aged 34 to 60 years,
with 9 to 25 years of work experience in the support ser-
vices. They all had a higher education degree (i.e., social
work, psychology, and behavioral science).

Materials
The Survey

An anonymous survey was constructed using the survey tool
Artologik Survey & Report (version 5). Eight closed ques-
tions mapped participants’ characteristics, access to digital
devices, access to support in the use of digital devices, and
use of digital devices in their support. Ten questions focus-
ing on areas for support were constructed using branching
logic (where additional questions were based on the respon-
dent’s answers) to capture current formats of support and
desired future support formats. These ten questions ended



Journal of Autism and Developmental Disorders

Table 2 Joint display of the integration of qualitative and quantitative findings with meta-inferences

Over- Qualitative inferences Quantitative inferences Meta-inferences

arching

themes

Person-  « In-person meetings should not be replaced by ¢ Remote support may be initiated ¢ Remote support can be an important
centered remote support by both service users and support complement to traditional housing support
service workers

* Remote support may be a possible comple-
ment to regular support

* Use of remote support may help empower
some service users

* Digital technology may increase accessibility
and user choice

* Social and emotional contact may be a key
component of the support

* Remote communication can be complicated

* Remote support may be better suited for some

individuals and specific support needs
Equitable < Remote support should be functional and
service  structured to ensure quality

* Increased knowledge and skills in digital
technology and remote communication among
support workers will be needed

* Organizational factors may constitute barriers
to remote support

* Individual support needs may go unnoticed in
remote contact

» Some service users may need
technical support to enable the use emotional needs of service users are not
of remote support

» Remote support could be rel-
evant for a range of service areas

* Support workers may be more
interested than the service users in help with technical issues must be available
remote support

* Access to digital devices and IT
support seems to be good

* The initiative to use remote sup-
port may in some cases be taken
on an organizational level

» Some support workers may pre-
fer not to use remote support at all met

« It is important to ensure that the social and

neglected

* The service must respond to each ser-

vice user’s preferred mode and style of
communication

* For remote support to be accessible for all,

when needed

* Engaging the service users in shared
decision-making seems crucial in planning
and implementing remote support elements

* Coordinated efforts to manage organiza-
tional barriers will be crucial to ensure a qual-
ity of service that is adequate and equal for all
* To facilitate remote support, necessary
infrastructure, and service routines need to be
established

* Educational needs among the staff must be

« It is important to ensure that staff attitudes
do not lead to an unequal service provision

* When using remote support, it is important
to strive for clarity, balance, and timing

with the option to elaborate on their responses in free text.
To allow participants to provide additional information on
remote support as a facilitator or barrier to support in daily
living, the survey concluded with two open-ended free text
questions. An example from the survey is shown in the
Online Resource Table S2.

In line with the WHO definition of telehealth (World
Health Organization, 2023), remote support was defined as
support provided from a remote location using technologi-
cal devices, such as smartphones or computers, without the
direct involvement of an on-site support worker. Ten sup-
port domains, common for both autism and ADHD, were
selected for survey questions using the brief ICF Core Sets
for autism (Bolte et al.,, 2019) and ADHD (Bdélte et al.,
2018). The selected support domains have previously been
pinpointed as salient areas of functioning for these groups
(Bolte et al., 2018, 2019), and harmonize with the support
needs of young adults with support in daily living in gen-
eral (Andersson & Gustafsson, 2014; Brolin, 2016; Loth-
berg et al., 2023). Survey questions were operationalized
for the following ICF codes: d175+4d177 (Solving prob-
lems + Making decisions); d230 (Carry out daily routine);

d240 (Handling stress and other psychological demands);
d570 (Looking after one’s health); d640 (Doing house-
work); d710 (Basic interpersonal interactions); d870 (Eco-
nomic self-sufficiency); d920 (Recreation and leisure); b130
(Energy and drive functions); and €330 (People in positions
of authority).

Procedure
The Survey

Managers in the four participating municipalities distrib-
uted an information letter addressed to the support workers
describing the study and procedures, including a web link
and a QR code to the web survey. Eligible young service
users were informed orally by their support worker and
were given a corresponding information letter. The young
service users could respond to the survey online or on paper.
Web surveys were kept open between September 16 and
November 16, 2022. Surveys on paper were accepted until
December 1, 2022.
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The Focus Groups

Focus groups were scheduled to meet on two occasions last-
ing about three hours each, including breaks. The password-
protected meetings were held online via Zoom (Zoom Video
Communications, Inc.). The meetings were led by ML and
EW, who have several years of work experience in provid-
ing support in daily living for neurodivergent young adults.
Extensive field notes were taken, and pictures were taken of
notes made on a digital whiteboard during meetings.

The meetings followed a fixed agenda. The first meeting
focused on sharing experiences and views on the use of dif-
ferent forms of support, and the second meeting focused on
how remote support may be used within support domains
selected from the ICF core sets. Ahead of the second meet-
ing, the list of support domains was sent to all participants.
One service user contributed through two 1 to 1.5-hour tele-
phone calls with the first author (ML) following the same
agenda. The responses from the survey were used in pre-
paring for the focus groups, enabling focus group leaders
to raise relevant issues that did not emerge spontancously.
Focus groups were held from February to April 2023. All
participants received financial compensation for their time.

Analysis
Quantitative

Responses to the closed survey questions were summarized
separately for young service users, the total sample and cat-
egorized by diagnostic group, and for support workers using
descriptive statistics.

Qualitative

The free-text responses from the survey were analyzed sep-
arately for each stakeholder group, using inductive qualita-
tive content analysis (Graneheim et al., 2017; Graneheim
& Lundman, 2004). Meaning units consisting of a few
words, a sentence, or a whole statement, were identified and
labeled with a code while retaining the manifest content of
each unit. To capture similarities and differences, the cat-
egorization process began with two authors (ML and EW)
collaboratively grouping the codes into subcategories. The
subcategories were then used as a preliminary framework
to summarize the notes from the focus group meetings per
stakeholder group, thus enriching and expanding the sub-
categories. These summaries were then read and discussed
by four authors (ML, EW, JM, and UJ). Next, the two stake-
holder perspectives were brought together and grouped for
each subcategory by combining the data from the survey
and the focus groups. Through discussions in the team (ML,
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EW, JM, and UJ), the original subcategories were then
revised in an iterative process (Elo et al., 2014; Graneheim
et al., 2017). The final results were reviewed to detect pos-
sible differences between diagnostic groups (i.e., autism,
ADHD, or both).

Integration

The qualitative and quantitative results were merged to
compare, examine, and relate the results and thereby enable
meta-inferences (Creswell, 2022; Guetterman et al., 2021).
First, two of the authors (ML and UJ) discussed major
inferences from the qualitative and quantitative analy-
ses. Qualitative and quantitative findings were listed side
by side in a joint display and matched with themes drawn
from the World Health Organization’s framework for qual-
ity elements in health services (World Health Organization,
2018). The joint display analysis was an iterative process
conducted by the two authors, transforming the findings into
key points on a similar level of aggregation and generating
meta-inferences. Themes from the framework were selected
and modified as necessary, to represent our findings. The
joint display was subsequently refined after discussions
within the team of authors.

Results
Quantitative Results

A total of 64 support workers and 35 young service users
responded to the survey. The closed questions suggested
that most responding young service users and support work-
ers had access to digital devices (97-100%). Most of the
support workers reported that they could get technical sup-
port from a central department or colleagues (78—83%), and
some stated that they managed by themselves (56%). While
many young service users reported that they managed with-
out technical support (63%), several support workers (55%)
indicated that they helped with some technical issues.

The most frequently reported forms of digital communi-
cation were telephone calls and text messages (54—69% for
young service users and 100% for support workers). Other
forms were less frequently reported by the young service
users, while several support workers reported that they also
used video calls (42%), camera functions (39%), shared
calendars (22%), and chat functions (17%). Several of the
young service users who reported that they had remote sup-
port stated that this practice was initiated by themselves or
in a joint decision with the support worker. This was cor-
roborated by the support workers, although some stated that
the decisions in some cases were made on an organizational
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level (Online Resource, Table S3). Overall, the young ser-
vice users’ needs for technical support, use of digital com-
munication mode, and initiative for remote support were
similar for the diagnostic groups.

The survey indicated that all included support areas were
relevant, with “Solving problems/making decisions”, “Car-
rying out daily routines”, and “Doing housework” being the
most frequently targeted areas, and the least frequently being
“Economic self-sufficiency” and “Recreation and leisure”.
Targeted support areas were broadly similar for the diagnos-
tic groups, with slightly lower numbers for the autism group
in the areas “Recreation and leisure” and “Energy and drive
functions”. Remote support was frequently used in all areas
according to both stakeholder groups. Whether or not those
with remote support wanted to continue using that format
differed, with support workers indicating a much greater
interest (81-92%) than young service users (42—68%). Most
support workers who provided support remotely stated that
they wanted to continue doing so in the future. However, a
few indicated that they had no interest in using remote sup-
port. Of those who did not provide support remotely, many
expressed that they would like to do so (Online Resource,
Tables S4-S5).

Qualitative Results

A total of 55 support workers and 30 service users chose
to provide free-text responses to one or more of the ques-
tions in the survey. This information was supplemented with
in-depth information from the focus groups. The results are
presented for the total sample of participating young adults,
as the expressed views and experiences generally were sim-
ilar across diagnostic groups. Four categories with a total
of nine sub-categories were identified: Attitudes (Concerns.
Complement, Empowerment); Accessibility (Possibilities,
Barriers); Interpersonal interactions (Social and emotional
contact, Remote communication), and Support needs (Clar-
ifying needs, Activities of daily living). The comprising
elements of each sub-category are presented below along
with pertinent quotes from the survey marked with response
number, stakeholder group, and diagnosis.

Attitudes

This category captures attitudes towards remote support,
including concerns about replacing in-person meetings, see-
ing possibilities to complement current practices, and recog-
nizing the potential to empower young adults.

Concerns. Overall, the service users expressed predomi-
nantly negative attitudes towards remote support, and some
stated that they would rather cease the support service than

only have remote contact. A few reported that they would
accept remote support.

“Remote support would ruin the whole point of a dedi-
cated person dedicating their time.” 31 — Young adult,
autism and ADHD.

“I think you should always try something new.” 1 —
Young adult, ADHD.

The support workers were generally more positive. Still,
many support workers expressed a preference for in-person
meetings, and that remote support does not suit all young
adults or support workers.

Complement. Several support workers noted that the
form of support should be requested by the young adults
based on their preferences, needs, and current situation.

“All should be at the service user s request, of course.”
11 — Support worker.

A few young adults expressed that different forms of sup-
port are needed. Both stakeholder groups emphasized the
importance of tailoring the support.

“Remote support is a good option. I think it needs to
be combined with “regular” support in some cases.”
24 — Support worker.

Empowerment. Both stakeholder groups suggested that
remote support could be used to maintain skills and struc-
tures while gradually phasing out the support. Most support
workers and a few service users saw remote support as a
possibility to develop autonomy.

“By offering remote support, I also believe that we can
strengthen our clients to become a little more inde-
pendent, i.e., not as dependent on us. Perhaps remote
support can also be used as a form of “maintenance
support” during a period when a person is about to
end their support.” 9 — Support worker.

Accessibility

This category covers the increased opportunities for con-
tact and support when using digital technology, but also
highlights technological, organizational, and individual
difficulties.

Possibilities. Some support workers believed that digi-
tally delivered support would be feasible when working
with younger people. Both stakeholder groups saw the
usefulness of digital devices to share information, tips, and

@ Springer



Journal of Autism and Developmental Disorders

explanations, as well as the advantages of being able to have
digital contact when in-person meetings were challenging
or not possible. Increased accessibility and flexibility (e.g.,
support outside regular support hours and effective resched-
uling) were suggested.

“Providers can work in new ways with more short vis-
its via link. ”43 — Support worker.

According to both stakeholder groups, the provision of
timely support for time-sensitive problems could sometimes
be possible through digital contact, which could contribute
to a sense of security.

“If I get stressed when I have to perform an activity, 1
would like to be able to call (for example) to get help
there and then.” 33 — Young adult, autism.

Remote support was also described as time-efficient and
may contribute to the continuity of the support.

“The times I have offered support remotely, it has led
to fewer cancellations.” 26 — Support worker.

Barriers. The need for increased knowledge and skills in
digital technology among the support workers was high-
lighted by both stakeholder groups.

“The support workers’ skills must be improved to pro-
vide adequate remote support.” 7 — Support worker.

According to the focus groups, various practical aspects
may also determine whether remote support was provided
(e.g., approved channels, adaptation of facilities to digital
conversations, and resource allocation).

Other barriers experienced by service users were soft-
ware problems, lack of network connection, and added
costs. The support workers reported that they gave some
technical guidance to enable remote support, e.g., support
with hardware, apps, text messages, and digital meetings.
In addition, both stakeholder groups mentioned that digital
contact may be stressful and anxiety-provoking for some
young adults, which potentially could constitute a barrier to
support provision.

“I wouldn't accept support as often, because I am
afraid of the phone.” 18 — Young adult, ADHD.

Some additional aspects were raised by the focus groups.
The support workers believed that there is a need for open-
ness regarding difficulties using technology, and both stake-
holder groups identified a need for explicit routines and a
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clear structure for remote support. For instance, the young
adults pointed out that they did not want to bother their sup-
port worker and may refrain from initiating contact unless
the routines for such contact were clear. The support work-
ers raised that the expectations to always be available can
be stressful and make their work more unpredictable. This
may force the support workers to make spur-of-the-moment
decisions about time allocation, which may lead to an unfair
distribution of support.

Interpersonal Interaction

This category deals with the impact of remote support on the
social and emotional contact and communication between
the service user and the support worker.

Social and emotional contact. Both stakeholder groups
expressed that in-person meetings were necessary to build
trusting relationships and a good working alliance.

“I believe that our work needs to consist of relation-
ships based on trust. Which I still believe we can best
achieve by meeting in person.” 24 — Support worker.

There were concerns that digital contact may feel less per-
sonal and create a sense of distance. According to the focus
group of support workers, meeting another person and hav-
ing continuous contact is at the core of the support service,
including building a relationship, adapting one’s behavior,
and setting boundaries.

Both stakeholder groups pointed out that human con-
tact has an energy or power that might be missing in digital
service encounters. They emphasized the “emotional pres-
ence” of in-person meetings as a factor that may help reduce
young adults’ stress and provide a sense of security.

“I prefer in-person meetings. It is more difficult to
support me over the phone with my anxiety about, for
example, going shopping or taking out the garbage.”
2 — Young adult, autism.

The need for in-person meetings to promote social connec-
tion and reduce social isolation was described by both stake-
holder groups.

“I tend to isolate myself because I have social anxi-
ety. So, I need meetings on-site to get out more.” 20
— Young adult, autism and ADHD.

On the other hand, both stakeholder groups expressed that
hosting someone in their home takes energy, and that remote
contact may reduce the effort.
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“Some of my service users have clearly expressed that
it is easier to do things if we talk on the phone instead
of me being on-site because it can feel overwhelm-
ing to have someone watching you when you do the
dishes, for instance.” 11 — Support worker.

Remote communication. Communicating remotely was
described by both stakeholder groups as a complex task. A
few described communications to be easier through digital
channels while many pointed out that non-verbal cues were
less clear in remote communication.

“Communication is not the same over the phone as
IRL.” 6 — Young adult, autism.

The focus group of young adults described that the ‘tone’
could be perceived as harsh or difficult to interpret over
the phone, particularly when facial expressions and body
language were absent. They also pointed out that joking
on the phone should be avoided, as it may lead to misun-
derstandings. The importance of quiet moments during a
conversation was also highlighted, something that was per-
ceived as more difficult over the phone. Additionally, they
mentioned that support workers should be fully present in
the conversation and avoid multitasking (e.g., driving a car
while providing support by phone). Overall, both stake-
holder groups believed that delivering support remotely
placed greater demands on the support worker’s communi-
cation skills. Written communication (e.g., text messages or
e-mails) was described as more time-efficient and less per-
sonal, which was noted as a positive aspect across all three
focus groups. On the other hand, service users highlighted
that at times they struggled to interpret messages (e.g., smi-
leys) and that formulating a text could be both time- and
energy-consuming.

Support Needs

This category captures difficulties in clarifying needs when
communicating remotely and that the level of functionality
should be factored in when deciding whether to use remote
elements or not.

Clarifying needs. Both stakeholder groups believed that
using remote support required transparency about current
well-being and challenges in daily living to avoid important
support needs going unnoticed. When this is not possible,
in-person support may help the support worker observe sub-
tle details about the individual and the environment.

“It’s easy to lie and say you're fine when in fact you
look like a mess and don't have the energy to make
contact.” 6 — Young adult, autism.

“It is easier to feel the atmosphere during on-site
meetings, easier to read body language, to see the
environment, what things are and aren't there, to help
pay attention to different things in the room, to see
a need for support that is not visible digitally.” 29 —
Support worker.

Activities of daily living. Many service users described
that remote support challenged their cognitive function-
ing, where they risked not getting anything done because
they forgot, had difficulties getting started, or were unable
to implement new strategies. They described that it was
more difficult to stay focused, solve problems, and remain
engaged when nobody was there to keep them focused on
the activity. However, some pointed out that support on-site
also could be a barrier if the support worker was interrupt-
ing their focus on an activity.

“I don't do what I should if I only get reminders by
phone. I might as well use the reminder settings on
my phone. If that had worked, I wouldnt have needed
support in daily living.” 5 — Young adult, ADHD.

According to the focus groups of young adults, the very pres-
ence of another person could make a significant difference
to a support meeting making it clearer and ‘more real’ and
providing a ‘positive influence’ that could promote action.
They talked about a ‘body doubling’ phenomenon, which
was also reflected in the young adults’ survey responses.

“If I don t have my support worker in the room, I don't
manage to do what I want to get done.” 5 — Young
adult, ADHD.

This was echoed by the support workers, suggesting that
on-site support had advantages when initiating an activity or
giving instructions. According to the focus group of support
workers, managing sensory sensitivities (e.g., contact with
water or dirt) could be difficult to do remotely.

Both stakeholder groups suggested that remotely deliv-
ered support elements (e.g., behavior activation, planning,
reminders, follow-ups of activities, motivational talks, and
digital presence) may be effective complements in some
support areas (e.g., daily routines, health, finances, leisure
time, and use of time and energy).

“I can often complete daily tasks with remote sup-
port.” 33 — Young adult, autism.

Some more practical tasks were described as better suited

for on-site support (e.g., sensitive financial issues and
important meetings).

@ Springer
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“Support is often needed in interactions with different
authorities or healthcare providers and our presence
is needed as many of our service users are met with
distrust.” 28 — Support worker.

The support workers also highlighted that many young
adults may need support on-site in using digital technology
in their daily lives (e.g., using authorities’ e-services, navi-
gating websites, and using button selection).

Integration of Quantitative and Qualitative Findings

Two recurrent themes aligned with the WHO framework
(World Health Organization, 2018) were identified across
the qualitative and quantitative findings: Person-centered
service and Equitable service. Meta-inferences are pre-
sented in the joint display (Table 2).

Discussion

This is the first study to investigate how neurodivergent
young service users and support workers view the use of
remote elements in support in daily living. We found that
while access to digital devices was reported to be good,
adequate service routines for remote contact were not yet
in place. Young service users were more hesitant than the
support workers in endorsing the shift towards remote con-
tacts, expressing concerns that remote contact would lead to
substandard support. Still, both support workers and young
service users felt that remote contact could be a valuable
complement to in-person meetings, increasing accessi-
bility and user choice. Overall, our findings closely align
with what previously has been found in health care settings
(World Health Organization, 2019).

The two recurring themes from the integration of qualita-
tive and quantitative findings (i.e., person-centered service
and equitable service) underscore the imperative to care-
fully consider the quality of service when implementing
remote support. These two themes are closely related to two
key aspects of the World Health Organization’s framework
for quality elements in health services: people-centeredness
(i.e., responding to a person’s preferences, needs, and val-
ues, and involving the person in the development of their
implementation plan) and equity (i.e., reflect evidence on
the potential benefits of the intervention only, and nothing
else) (World Health Organization, 2018).

Communication and human interaction stood out as cru-
cial factors in ensuring a person-centered service. Commu-
nication is a complex process, where the ability to convey
and receive verbal and non-verbal information are key com-
ponents. Both stakeholder groups expressed that the quality

@ Springer

of remote communication partly depended on the support
workers’ communication skills. This has previously been
discussed by Tang et al. (2021), regarding remotely deliv-
ered motivational interviewing. The importance of specific
skills in remote communication was highlighted, like man-
aging the absence of non-verbal cues and being comfortable
sitting in silence. An understanding of each young service
user’s preferences is also required. For instance, some neu-
rodivergent individuals may experience written text as less
demanding than real-time communication (e.g., Ali et al.,
2023; Cummins et al., 2020; Sehlin et al., 2018). On the
other hand, perception of written text (e.g., understanding
norms and jokes) (Cummins et al., 2020) or the use of emo-
jis and other symbols (Hand et al., 2023), can be demanding
and lead to uncertainty. In addition, body language, details
in the home, or other non-verbal clues can convey impor-
tant information about the young service users’ current well-
being and overall situation (Al et al., 2023; Zaagsma et al.,
2022). Such signals may be lost in remote communication.
Overall, this emphasizes that there are many aspects to con-
sider in achieving well-functioning remote communication.

Similarly, both stakeholder groups stressed the impor-
tance of human interaction. This is in line with previous find-
ings suggesting that the relationship and social interaction
between service users and their support workers is a crucial
dimension of support in daily living, which goes beyond
the practical tasks (Andersson & Gustafsson, 2019). This
also relates to the broader discussion on digital health care
where the lack of social interactions has been highlighted
as a drawback (Beland et al., 2022; Fang et al., 2022; Ste-
vens et al., 2019). In the present study, concerns were raised
that remote contact can result in more practically oriented
support with fewer opportunities for social facilitation.
Possible benefits of blended remote and in-person support
were expressed by both stakeholder groups, something that
has previously been recognized as a preferable approach in
health care and community services (e.g., Chen et al., 2022;
Fang et al., 2022; Khan et al., 2019; Venturo-Conerly et al.,
2022). Individual differences in human interaction needs
underscore the importance of engaging service users in
planning support. This could ensure that significant aspects
of genuine human contact are not missed, such as engage-
ment, being understood, and feeling a sense of belonging
(e.g., Bright & Doody, 2023; Krane et al., 2023).

While the accessibility of digital devices provides new
opportunities for contact and access to support, it may also
lead to inequities in service provision. Varying competen-
cies and unclear infrastructure were two key aspects raised
by the stakeholders that may affect service equality. The
necessity of technical literacy among service providers has
become topical after the COVID-19 pandemic (e.g., Ali et
al.,2023; Fang et al., 2022). To ensure the quality of support
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services, both stakeholder groups requested improved skills
among support workers in using digital technology and
remote communication. Insufficient staff training in the use
of digital technology has previously been pinpointed as a
barrier when giving support to neurodivergent adults (Khan-
lou et al., 2020). Regardless of technical skills, though, not
all the support workers seemed to embrace digital technol-
ogy in the provision of support.

While remote contact may increase flexibility and effi-
ciency (e.g., more frequent and timely contacts), challenges
were also raised related to data protection and unclear
expectations and boundaries around accessibility (e.g.,
being available all the time). Both stakeholder groups high-
lighted a need for transparency about such factors to bring
clarity, balance, and timing to the implementation of remote
support elements.

Finally, while today’s neurodivergent young service
users may be used to digital technology and remote con-
tact, they may not necessarily embrace remote services
(Adamou et al., 2021). In addition, telephone anxiety has
been reported to be a major concern among young adults
(Howard & Sedgewick, 2021; Kim & Oh, 2023). Therefore,
further exploration of young service users’ preferences and
needs will be necessary when planning and implementing
personalized support services, including a more comprehen-
sive mapping of demand and acceptability. In addition, it
is important to keep in mind that current perspectives may
change over time and may be impacted by future techno-
logical advances. To promote the development and imple-
mentation of sustainable services, where service users can
choose and control their support, person-centeredness must
be addressed at both the individual and organizational levels
(Nolte et al., 2020). In developing such a service model,
the involvement of several stakeholder groups (e.g., young
adults, support workers, and managers) will be required.

Limitations

While this study expands our understanding of how remote
support in daily living is perceived, the results should be
interpreted with caution due to some limitations. Firstly,
the included sample may differ from the target populations
of young service users and support workers in significant
ways. It is for instance possible that the decision to partici-
pate in the survey was partly influenced by participants’ pre-
existing attitudes. In addition, while both online and paper
versions of the survey were available for the service users,
some may prefer non-text communication to share their
views. For instance, the views of the subgroup of service
users and support workers declining to provide free-text
responses may not be captured in our findings. Judgement
about generalizability/transferability of the survey findings

is further complicated by the fact that no information was
available on some relevant characteristics (e.g., educational
level and co-occurring conditions). This was true not only
for our sample but also for the broader target population.
In addition, the exact number of service users and support
workers approached for the survey was not available. Judg-
ing by the relatively large proportion of female respondents,
it is unlikely that the sample was representative of all young
neurodivergent service users. Although a wide range of edu-
cational backgrounds and occupational statuses were rep-
resented in the focus groups, the views expressed may not
fully reflect those of the target population. At a minimum,
though, our results show that subgroups of young service
users express concerns about the current development.

Secondly, the number of participants was relatively
small, especially when categorized into diagnostic sub-
groups. In addition, these conditions frequently co-occur
(Antshel & Russo, 2019). While no clear contrast was
observed between autistic young adults and those with
ADHD, we cannot rule out that there may still be important
differences. The same is true for other characteristics, such
as age, gender, educational background, and co-occurring
conditions. Larger samples and strategies to ensure a more
representative group of respondents, including a balanced
gender ratio, will be needed to further explore individual
differences. Future research should also ensure that neuro-
divergent service users are involved throughout the whole
research process, to enhance inclusivity, improve the quality
and relevance of the findings, and capture a wider range of
perspectives (Fletcher-Watson et al., 2019; National Insti-
tute for Health and Care Research, 2021).

Thirdly, although the research team’s familiarity with the
topic may have been an advantage in the analysis (Krip-
pendorft, 2019), there is also a risk that our pre-understand-
ing may have led us to overlook some relevant aspects.
In addressing this, the authorship team’s varying levels of
knowledge and experience of the support services were
utilized to facilitate a nuanced interpretation. In addition,
our use of multiple data collection methods with vary-
ing degrees of researcher involvement may have reduced
researcher bias (Creswell, 2022).

Conclusion

Technological advances may inevitably lead to significant
changes in how support in daily living will be structured.
Service providers planning a shift to increased use of remote
support in daily living should be aware that not all young
service users embrace this new service model. Providers
must also consider organizational readiness, including the
need for guidance, education, and improved infrastructure.

@ Springer
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With a more complex and diverse support service, user
engagement and shared decision-making will be crucial to
meet individual preferences, values, and needs.
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