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Abstract
The reality of people with ID changed during the pandemic COVID-19. Most institutions supporting people with ID switched to
remote work. This required some major adaptation to these individuals’ new realities, their immediate families, and facility staff.
Supporting and monitoring the quality of life of individuals with disabilities and their family members during a crisis is an essential
topic of current research. This research project aimed to explore the experiences of parents of adults with ID in relation to remote
support provided by public support agencies. In a qualitative study, the authors used semistructured individual interviews with
caregivers of people with ID. Data analysis distinguished the following categories: parents as therapists, organization difficulties,
material problems, lack of social contacts, positive solutions, and difficult behavior. The results show the difficulties of parents in
balancing professional, domestic, and supporting tasks. The study was the first in Poland to report on the qualitative assessment of
remote support for people with ID during COVID-19. Further, more extensive research is needed to search for solutions that
respect the rights of people with disabilities to professional support.
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Background

The COVID-19 (coronavirus) pandemic is considered the
greatest public health challenge of the 21st century to date
(Gulati, Fistein, Dunne, Kelly, & Murphy, 2020). Nowadays,
intensive research is being conducted on the quality of life of
people with ID (Linehan et al., 2020; Mills et al., 2020). The
research also concerns groups such as people with autism spec-
trum disorders (Houting, 2020), mental health service users
(Kelly, 2020), or people with other types of disabilities (Jalali,
Shahabi, Lankarani, Kamali, & Mojgani, 2020). This is because
it is apparent that there is a lack of quickly implementable solu-
tions to meet the needs and rights of people with disabilities in
a time of crisis (European Association of Service Providers for
Persons with Disabilities (EASPD), 2020). Very soon, questions
began to be asked about how to support people with disabilities
these days (Boyle, Fox, Havercamp, & Zubler, 2020; Turk &
McDermott, 2020). It is also important because the ongoing
process of holistic support and inclusion of people with ID has
been disrupted and requires immediate attention (Luckasson &
Schalock, 2020).

People with ID are particularly exposed to the physical, psy-
chological, and social effects of the COVID-19 pandemic
(Courtenay, 2020). In terms of incidence, they are more vulner-
able to infections and a severe course of disease due to frequent
comorbidities (cardiac, metabolic, or respiratory) (Cuypers
et al., 2020; Landes, Turk, Formica, McDonald, & Stevens, 2020;
United Nations, 2020). According to the most recent report
analyzing TriNetX data in terms of case-mortality trends from
COVID-19, people with developmental and intellectual disabil-
ities are exposed to a more significant case-mortality trend due
to more frequent comorbidities (Turk, Landes, Formica, &
Goss, 2020). The difference in COVID-19 mortality between
people with and without intellectual and developmental disabil-
ity (IDD) is measurable (Turk et al., 2020). The emphasis on
maintaining social distance is mandatory. However, it causes
many other difficulties in organizing technology-based support
(Hughes & Anderson, 2020).

In addition, focusing on people with ID-limited cognitive
abilities can lead to difficulties in understanding the nature of
what is happening, the reasons for home isolation, and hygiene
standards (Courtenay & Perera, 2020). Research shows that
quarantine is associated with negative emotions such as anxiety,
frustration, boredom, or restlessness resulting from a lack of
information (Brooks et al., 2020). For people with ID, the
change in the rhythm of life, the appearance of many new pro-
hibitions and restrictions, and the occurrence of negative emo-
tional states can trigger stress, cause or exacerbate mental
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disorders, or lead to the escalation of negative behaviors
(Courtenay & Perera, 2020; Navas, Amor, Crespo, Wolowiec, &
Verdugo, 2020). Also, research on the situation of people with
ID should include their immediate family, as they do not live
fully independently (Rose et al., 2020).

Key barriers to overcome include limited access to profes-
sional care and effective implementation of remote support
forms (Zaagsma, Volkers, Swart, Schippers, & Van Hove, 2020).
Barriers can stem from cognitive difficulties in understanding
information technology and lack of access to phones or com-
puters due to poverty (Inclusion Europe, 2020). On July 8, in
response to the Inclusion Europe petition, the European Parlia-
ment (2020) passed the Resolution on the Rights of People with
Intellectual Disabilities and Their Families in the COVID-19
crisis. In addition to the critical issue of limited access to health
services, the petition authors also point to access to professional
care. Currently, researchers and professionals are asking: How
can remote care be organized? or Who takes responsibility for
ensuring high-quality services? (Alexander et al., 2020).

We conducted the research in Poland, which implies specific
sociocultural and political backgrounds. In order to show how
adults with ID function in Poland, it is important to present the
available forms of support. After completing compulsory educa-
tion (in most cases in special schools1), they are usually clients
of day centers providing occupational therapy and rehabilita-
tion. Regardless of the degree of disability, most adults with ID
in Poland (except those with profound disabilities) attend these
institutions (Occupational Therapy Workshops (OTW), there
are less than 800 centers for about 30,000 people throughout the
country). They are public and free of charge and based on state
regulations. The priority of these institutions is to develop social
and vocational skills. Despite legal regulations, in most cases,
the support provided does not lead to employment in the open
or subsidized labor market. Polish reports show that less than
1% of these institutions’ clients find a job each year
(PFRON, 2014). The forms of support offered by these institu-
tions are diverse and depend on the needs of the clients
(e.g., psychological therapy, sports activities, social skills train-
ing, rehabilitation exercises, speech therapy, and assistance in
developing key skills for functioning in everyday life, such as
maintaining hygiene, cooking, or cleaning). Activities take place
Monday through Friday for 8 h at a time. Efforts to encourage
the independence of people with ID, such as support for
employment on the open market or supported housing, are still
insufficiently implemented in Poland and are organized outside
the system, mainly by NGOs. Therefore, the most common
form of support for adults with ID in Poland is institutional
support. We focused our research on adults with ID who are cli-
ents of such institutions and still live with their parents (carers).

The reality of people with ID described above changed over-
night. The COVID-19 epidemic requires everyone to func-
tion under changed conditions (Buheji, 2020; Hughes &
Anderson, 2020). In Poland, all educational institutions, univer-
sities, and institutions supporting people with disabilities

(including OTW) were closed in mid-March by the state
authorities’ decision. The sudden and prolonged closure led to a
transition to a remote mode of support. Most of these previ-
ously mentioned facilities were closed completely or temporarily
during the nationwide lockdown due to the coronavirus cases.
Currently, as we enter 2021, the situation has not changed
significantly.

The responsibility for day-to-day care and supervision fell
more heavily on the caregivers. Their previously stable lives
(when their adult offspring were in a care facility) were
disrupted for the lockdown duration. Immediate family mem-
bers became teachers, therapists, and conversation partners
(replacing peers). However, they had to remain employees and
parents and fulfill their domestic responsibilities. The situation
for parents of adults with ID has become highly challenging,
resulting in decreased mental health (Willner et al., 2020).
Researchers suggest that carers received far less support than
they needed, not only from professionals but also from immedi-
ate family and friends (Harris, 2020; Willner et al., 2020). Access
to information and possible support forms was also a significant
problem, particularly in the pandemic’s early period (Willner
et al., 2020).

Methods

Design

This article presents a research project conducted from May
to July 2020, when almost all daycare centers in Poland were
closed and operating remotely. We conducted the study using
semistructured qualitative interviews with parents of adults with
ID. The research project aimed to explore their experiences
related to remote support provided by public institutions. The
project asked the following research questions:

1. How do parents of adults with ID describe the process and
quality of remote support during the lockdown caused by the
COVID-19 pandemic?

2. From the parents’ point of view, what were the biggest prob-
lems in introducing and implementing remote support
forms?

3. What solutions/changes to remote forms of support for
adults with ID do parents suggest?

Selection and Recruitment

The selection of participants for the project was purposive
(Creswell, 2013). An invitation was sent to 36 geographically
closest public day care facilities (OTWs) to conduct the
research. After meeting and presenting the objectives of
the research project, 10 facilities decided to participate. Thanks
to their cooperation, we conducted the interviews with parents
in individual online meetings (using widely available instant
messengers). All institutions attended by adults with ID were
located in urban areas. Invitations to participate in the study
were sent to all caregivers (parents of their adult clients) by e-
mails in the 10 selected facilities. Then, they were given a set

1More information about the Polish education system for people with
disabilities can be found here: Gil M. (2007). From segregation to
equalization: The Polish perspective. Journal of Contemporary Issues in
Education 2(1), 40–52.

Journal of Policy and Practice in Intellectual Disabilities Volume 18 Number 4 December 2021

Wos K et al. • Remote support for adults with intellectual disability

280



time limit to respond. Finally, two individuals in each facility
volunteered to participate.

Participants were 22 parents (16 mothers and 6 fathers) of
adults with ID (aged 23–50). All had a certificate of moderate or
severe ID and lived with their parents. Caregivers were selected
according to the following criteria: they were the primary care-
giver of an adult with ID, had a son or daughter attending a
daycare facility, and were willing to participate in the research
project. Each of the 22 interviews focused on a different person
with ID. The caregivers did not know each other as they lived in
different locations.

Procedure

Before the interviews began, we explained the study’s pur-
pose to participants and assured them that the study would be
completely anonymous and confidential (Babbie, 2006). Parents
were assured that they could withdraw from participation in the
project at any time or refuse to answer any questions they found
uncomfortable. Informed consent to participate in the study
was given verbally due to the form of the research. The Institu-
tional Review Board approved the research project at Nicolaus
Copernicus University in Toru�n. Interviews lasted between
45 and 60 min and were conducted at a time and place conve-
nient to the participants. The names of the interviewees were
coded—we assigned pseudonyms according to the following
pattern: C1 = Caregiver 1, C2 = Caregiver 2.

Analysis

Each interview was recorded (with the consent of the inter-
viewees) and transcribed verbatim. Before we began the analysis,
all project participants approved the Polish version of the inter-
view transcript. A professional translator translated the Polish
transcription into English. The authors, who are fluent in
Polish and English, approved the translation. Next, we analyzed
the collected materials in English and compared the two lan-
guage versions to avoid interpretative mistakes. The data were
analyzed in the coding and categorization procedure according
to guidelines suggested by Flick (2018) and Creswell (2013). In
the first step, the data followed an open coding procedure. Then,
the categories were formed by the first author and reviewed by
the research team. Finally, we clarified any discrepancies
together as a research group and identified the following
categories:

A. Parent as therapist.
B. Organization difficulties.
C. Material problems.
D. Lack of social contacts.
E. Positive solutions.
F. Difficult behavior.

Results

Remote support offered to individuals with ID took a variety
of forms. The most common forms were video calls and video

or audio recordings suggesting tasks for the day. Facility staff
also emailed written assignments with instructions. Less fre-
quently used forms included telephone calls. Table 1 shows the
themes and subthemes constructed from the analysis process.

Parent as Therapist

Home isolation forced me to constantly be with my
daughter and help her do tasks. (C3)

During the interviews, parents often mentioned difficulties
in organizing their time—combining their professional, domes-
tic, and therapeutic duties (C21: “Every morning I worked
together with X. Then a quick lunch and back to work. It was
very hard for me to find time for everything”). A significant dif-
ficulty was also the lack of access to special equipment for the
necessary rehabilitation exercises (C1: “My son needs special
exercises for his spine, and I couldn’t do it at home because we
don’t have such equipment”). Often, caregivers also pointed out
the low diversity of the institution’s staff’s support—most of

TABLE 1
Themes and subthemes generated by the analysis

Theme Subthemes

Parent as
therapist

Required of constant support
Lack of time
Fear of losing skills
Difficulty in taking up a job
Lack of independence
No variation of tasks
Lack of professional rehabilitation

equipment
Low frequency of meetings

Organization
difficulties

Need for assistance
Respite care
Lack of support in daily duties
Need for hybrid solutions (combination of

face-to-face and online meetings)
Lack of digital skills

Material
problems

Need for financial support
Lack of money to purchase electronic

devices (printer, scanner, notebook)
Appearance of unexpected expenses

Lack of social
contacts

Missing friends
Loss of opportunities to develop social skills
Loneliness
Low frequency of meetings

Positive
solutions

Adapting tasks to the needs and possibilities
Constant contact
Possibility of video meetings

Difficult
behavior

Unwillingness to do tasks at home
Aggressive behavior
Emotional agitation
Refusal to cooperate
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their suggestions were computer-assisted tasks, mainly con-
cerning basic skills such as reading, counting, or writing. The
tasks were not adapted to the needs of adults and the develop-
ment of their competencies. The caregivers most often took on
the professional’s role—organizing the day for their adult chil-
dren and planning their activities’ scope.

Material Problems

The possibilities at home are much smaller. At the institu-
tion, there is more equipment and more therapeutic aids.
We can’t afford to buy them. (C2)

The range of opportunities for activities undertaken at home
was significantly reduced. This is related to the material prob-
lems that the caregivers pointed out. Some of them also had lim-
ited access to a computer or printer and could not afford to buy
a new one (C18: “When my other son was doing online activi-
ties we couldn’t use his laptop and we also need it for work but
we didn’t have the money to buy another”). For adults with
severe disabilities, access to rehabilitation devices was much
more difficult. However, simply having access to electronic
devices that allowed constant contact with an institutional staff
was also limited—once all household members went into a
remote mode, the number of devices was insufficient.

Lack of Social Contacts

The absence of peers was the worst. My son has become
withdrawn. (C20)

One of the most frequently mentioned problems was the
lack of contact with friends experienced by the person with
ID. Caregivers expressed concern about their adult offspring’s
social development, as the facility was the only place for them to
meet others outside of the family environment (C15: “Meetings
at the institution are very beneficial for my son. He talks to his
friends on the phone, but it’s not the same”). They also indi-
cated that contact with other institutional clients was an essen-
tial part of their adult children’s lives and helped them develop
a sense of well-being. The proposed forms of contact between
the professional staff and the person with ID did not include
solutions to enable them to be in contact with their friends (C1:
“X no longer has the kind of contact with his friends that he
used to have, and he misses them very much”).

Difficult Behavior

Sometimes I believed I wasn’t coping with my own child.
He worked and worked, and then suddenly he threw him-
self on the floor. He wouldn’t do anything any-
more. (C12)

Organizational difficulties, changes in daily routines, lack of
contact with friends and institutional staff, and the emergence
of new rules and regulations (e.g., home isolation) could cause

another problem often reported by caregivers. An increase in
difficult behaviors and unwillingness to cooperate with the par-
ent caused frustration and exacerbated an already complicated
family situation. Working systematically to motivate adults to
pay attention proved to be a significant challenge (C22: “X was
tired of it all. She often refused to comply with instructions,
shouted, and got irritated”). Parents also had to deal with this
problem independently—without the support of professionals
who had limited ability to respond quickly.

Organization Difficulties

Every morning I worked together with X. Then a quick
lunch and back to work. It was very hard for me to find
time for everything. (C21)

Family caregivers usually mention the need for assistance
with daily activities, such as shopping or cleaning. The problem
of respite care is still not sufficiently solved in Poland, and the
pandemic made it more urgent to introduce new solutions in
this regard (C3: “I would like someone to do the shopping for
me or take care of my daughter so that I can go out and get
things done in the meantime”). The current situation also rev-
ealed the low digital skills of the carers. Previously, they did not
feel the need to use the internet or advanced software, which
meant that their digital skills were low, making it difficult for
them to help their adult offspring, for example, to attend online
meetings (C22: “Someone would have to teach us how to use a
computer. I have a problem with that”). One way that parents
suggested was to meet in a hybrid format, such as organizing
meetings in the garden (C21: “Let the activities be online, but
the staff should also come and conduct meeting in the garden.
It is safer there, and I will have some free time”). An essential
issue here is the permanent care of an adult with a disability—
parents were very often concerned about leaving their adult
child alone at home without controlling what was happening.

Positive Solutions

My son missed his caretakers from institution very
much. Fortunately, they could see and hear each other
regularly. (C16)

Some facilities’ positive solutions included adapting tasks to
the individual’s developmental level and professionally prepared
guidance (C4: “All tasks were suited for my son. I am happy
they were because this made it easier to explain”). In some
cases, there was also an opportunity to consult problems with
professional staff (C21: “I could phone my son’s therapist and
ask whenever I didn’t know something”). However, these stan-
dards are not met by all facilities attended by people with ID,
leading to widely differing opinions about the quality of distance
care. In some cases, meetings with staff via video conversations
took place regularly and almost daily. In contrast, some parents
mentioned very infrequent contact from professional carers
(C15: “Meetings should take place more often. One session a
week on the webcam is not enough”). However, the vast
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majority of respondents pointed to insufficient support. A sig-
nificant problem is the lack of official state guidelines that would
serve as a reference for the implemented practices.

Discussion

The Family’s Role

Family plays a crucial role in supporting adults with ID dur-
ing a pandemic (Alexander et al., 2020). This is also evident
from the survey where almost 73% of the respondents
(N = 582) identified the family as a support source. In compari-
son, professionals ranked second (37%) (Navas et al., 2020).
However, this situation can lead to family overload
(Courtenay, 2020). Having professional care in an institution
gives parents a sense of security that the adult child’s develop-
ment is stable. Even though caregivers are optimistic about the
frequency and quality of remote support, they fear that
the home environment’s lack of professionalism could lead to a
regression in their adult offspring’s skills. This fear (along with
parents’ high level of engagement in providing support in home
conditions) may also have resulted in supportive tasks being
brought to the forefront of family relationships (Rose
et al., 2020).

The parents interviewed felt enormous pressure on the qual-
ity of support they could offer their adult children. To contrib-
ute to the good psychological well-being of people with ID and
their caregivers, remote support services provided by profes-
sionals should not burden parents with therapeutic tasks but
relieve them (Zaagsma et al., 2020). Even though their offspring
were adults, parents did not allow them the opportunity to par-
ticipate in video meetings or complete assignments indepen-
dently. Because they still treated them as “little children,”
anxiety about them, disbelief in the possibility of acquiring new
skills, and efforts to prevent regression became more important
than their development and striving for independence (Lee,
Park, & Recchia, 2015; Mansell & Wilson, 2010; Yoong &
Koritsas, 2012). It was also essential for parents to have constant
contact with professionals. The caregivers who experienced such
contact rated the quality of remote support higher in their
responses. This is one of the standards that need to be
implemented. Regular contact with the professionals makes it
possible to continuously monitor the person’s functioning, fol-
low the progress in their work, and make changes in the applied
interventions if necessary.

Social Contacts

Experiencing isolation, fear, and loneliness is expected in the
current pandemic situation (Brooks et al., 2020). Even before
the epidemic, people with ID and their immediate environment
experienced these feelings much more frequently than the gen-
eral population (Gilmore & Cuskelly, 2014). It has been pointed
out that people with ID are more vulnerable to loneliness
(i.e., they experience it more often and, more importantly, they
experience its negative consequences for mental and physical
health more strongly). Suppose they are initially in poorer

health and physical condition due to diseases and disorders that
accompany their condition. In this case, the current experience
of loneliness associated with the COVID-19 pandemic is a par-
ticular threat that further exacerbates the preexisting condition
by intensifying physical and mental problems (Turk &
McDermott, 2020). One of the factors may be reduced social
contact. Most of the social contacts of people with ID are lim-
ited to those created by their facility presence. A practical solu-
tion here would be to harness social media’s power and prepare
those who do not yet use it to maintain social relationships.
Recent preliminary studies show that appropriate use of remote
forms of support can benefit individuals with ID by increasing
their sense of safety and connecting with others even more fre-
quently than before the pandemic (Tassé, Wagner, &
Kim, 2020).

Support Planning

Luckasson and Schalock (2020) emphasize the need for a
holistic and integrated approach to planning support for people
with ID during a pandemic. While concern for health and life
safety is essential (which is provided by home isolation), we
should not forget other aspects that make up the holistic well-
being of people with ID, including access to support, profes-
sionals, peers, and community inclusion. These are aspects that
have been developed over the years in both public policy and
individual approaches. The authors emphasize the need to plan
support so holistically that none of these aspects are neglected.
The prepandemic calls for social justice or inclusion of people
with ID are still relevant and remain so after the crisis
(Luckasson & Schalock, 2020).

Limitations of the Study

Extensive research on the impact of COVID-19 on people
with ID /IDD and their caregivers is ongoing (Linehan
et al., 2020). Our study was the first in Poland to present the
evaluation of remote support for people with ID during
COVID-19. It is necessary to conduct further, more extensive
research to generalize the results and find appropriate support
options. We were able to conduct the interviews thanks to the
cooperation of local support institutions. However, some insti-
tutions declined to participate in this research. This possibly
resulted from the fear of parents’ negative opinion about the
forms of distance support they organized.

Besides, some parents did not agree to participate in the
study. Numerous reasons for these decisions can be suspected.
For example, parents’ constant requests to participate in various
surveys and interviews, their irritation with the situational chaos
caused by distance therapy, or their disbelief in the possibility of
change (e.g., systemic changes in institutions’ functioning sup-
port people with ID). Our study’s findings cannot be generalized
to the entire population of people with ID and their caregivers,
but we highlight some challenges that are worth considering.
They may be valuable to practitioners and policymakers plan-
ning the functionality of emergency support systems.

Journal of Policy and Practice in Intellectual Disabilities Volume 18 Number 4 December 2021

Wos K et al. • Remote support for adults with intellectual disability

283



Conflict of Interest

No conflicts of interest have been declared.

Ethical Conduct Statement

All procedures performed in studies involving human par-
ticipants were in accordance with the ethical standards of the
institutional and/or national research committee and with
the 1964 Helsinki Declaration and its later amendments or com-
parable ethical standards. Informed consent was obtained from
all individual participants involved in the study. The research
project was approved by the Institutional Review Board at the
Nicolaus Copernicus University in Toru�n.

References

Alexander, R., Ravi, A., Barclay, H., Sawhney, I., Chester, V.,
Malcolm, V., … Langdon, P. E. (2020). Guidance for the treatment
and management of COVID-19 among people with intellectual dis-
abilities. Journal of Policy and Practice in Intellectual Disabilities,
17, 256–269.

Babbie, E. R. (2006). The Practice of Social Research (11th ed.). Belmont,
CA: Wadsworth Publishing.

Boyle, C. A., Fox, M. H., Havercamp, S. M., & Zubler, J. (2020). The
public health response to the COVID-19 pandemic for people with
disabilities. Disability and Health Journal, 13, 100943. https://doi.
org/10.1016/j.dhjo.2020.100943

Brooks, S. K., Webster, R. K., Smith, L. E., Woodland, L., Wessely, S., &
Greenberg, N. (2020). The psychological impact of quarantine and
how to reduce it: A rapid review of the evidence. Lancet, 395,
912–920.

Buheji, M. (2020). Planning competency in the new normal – Employ-
ability competency in post-COVID-19 pandemic. International
Journal of Human Resource Studies, 10, 237–151.

Courtenay, K. (2020). Covid-19: Challenges for people with intellectual
disability. BMJ, 369, 1609–1609. https://doi.org/10.1136/bmj.m1609

Courtenay, K., & Perera, B. (2020). COVID-19 and people with intellec-
tual disability: Impacts of a pandemic. Irish Journal of Psychological
Medicine, 1-6, 231–236.

Creswell, J. W. (2013). Qualitative inquiry and research design: Choosing
among five approaches (3rd ed.). Thousand Oaks, CA: SAGE
Publications.

Cuypers, M., Schalk, B. W. M., Koks-Leensen, M. C. J., Nägele, M. E.,
Bakker-van Gijssel, E. J., Naaldenberg, J., & Leusink, G. L. (2020).
Mortality of people with intellectual disabilities during the
2017/2018 influenza epidemic in the Netherlands: Potential impli-
cations for the COVID-19 pandemic. Journal of Intellectual Disabil-
ity Research, 64, 482–488.

European Association of Service Providers for Persons with Disabilities
(EASPD). (2020). The impact of COVID-19 on disability services
in Europe. https://www.easpd.eu/sites/default/files/sites/default/
files/COVID19/second_report_impact_of_covid-19_on_disability_
services_in_europe.pdf

European Parliament. (2020). Resolution on the rights of persons with
intellectual disabilities and their families in the COVID-19 crisis.
https://www.europarl.europa.eu/doceo/document/TA-9-2020-
0183_EN.html

Flick, U. (2018). Designing qualitative research (2nd ed.). London:
SAGE Publications.

Gilmore, L., & Cuskelly, M. (2014). Vulnerability to loneliness in people
with intellectual disability: An explanatory model. Journal of Policy
and Practice in Intellectual Disabilities, 11, 192–199.

Gulati, G., Fistein, E., Dunne, C. P., Kelly, B. D., & Murphy, V. E.
(2020). People with intellectual disabilities and the COVID-19 pan-
demic. Irish Journal of Psychological Medicine, 38, 1–2. https://doi.
org/10.1017/ipm.2020.66

Harris, E. (2020). Lockdown has brought families of learning disabled
people to their knees. https://www.theguardian.com/society/2020/
aug/11/lockdown-families-learning-disabled-people-coronavirus

Houting, J. (2020). Stepping out of isolation: Autistic people and
COVID-19. Autism in Adulthood, 2, 103–105.

Hughes, N., & Anderson, G. (2020). The experience of the COVID-19
pandemic in a UK learning disability service: Lost in a sea of ever
changing variables - a perspective. International Journal of Develop-
mental Disabilities., 1–4. https://doi.org/10.1080/20473869.2020.
1773711

Inclusion Europe. (2020). Petition to defend the rights of people with
intellectual disabilities and their families in times of COVID-19
emergency. https://www.inclusion-europe.eu/petition-defend-
rights-people-intellectual-disabilities/

Jalali, M., Shahabi, S., Lankarani, K. B., Kamali, M., & Mojgani, P.
(2020). COVID-19 and disabled people: Perspectives from Iran.
Disability and Society, 35, 844–847.

Kelly, B. D. (2020). Coronavirus disease: Challenges for psychiatry. The
British Journal of Psychiatry, 217, 352–353.

Landes, S. D., Turk, M. A., Formica, M. K., McDonald, K. E., &
Stevens, J. D. (2020). COVID-19 outcomes among people with
intellectual and developmental disability living in residential group
homes in New York State. Disability and Health Journal, 13,
100969. https://doi.org/10.1016/j.dhjo.2020.100969

Lee, Y.-J., Park, H. J., & Recchia, S. J. (2015). Embracing each other and
growing together: Redefining the meaning of caregiving a child with
disabilities. Journal of Child and Family Studies, 24, 3662–3675.

Linehan, C., Aranten-Bergman, T., Beadle-Brown, J., Bigby, C.,
Birkbeck, G., Bradley, V., & Kroll, T. (2020). COVID-19 IDD: A
global survey exploring the impact of COVID-19 on individuals
with intellectual and developmental disabilities and their caregivers.
HRB Open Research, 3, 1–12.

Luckasson, R., & Schalock, R. L. (2020). A balanced approach to
decision-making in supporting people with IDD in extraordinarily
challenging times. Research in Developmental Disabilities, 105, 1–4.
https://doi.org/10.1016/j.ridd.2020.103719

Mansell, I., & Wilson, C. (2010). ‘It terriefies me, the thought of the
future’: Listening to the current concerns of informal carers of peo-
ple with a learning disability. Journal of Intellectual Disabilities, 14,
21–31.

Mills, W. R., Sender, S., Lichtefeld, J., Romano, N., Reynolds, K.,
Price, M., & Barnes, R. (2020). Supporting individuals with intellec-
tual and developmental disability during the first 100 days of the
COVID-19 outbreak in the USA. Journal of Intellectual Disability
Research, 64, 489–496.

Navas, P., Amor, A. M., Crespo, M., Wolowiec, Z., & Verdugo, M. �A.
(2020). Supports for people with intellectual and developmental
disabilities during the COVID-19 pandemic from their own per-
spective. Research in Developmental Disabilities, 108, 103813.
https://doi.org/10.1016/j.ridd.2020.103813

PFRON. (2014). Occupational therapy workshops - research report.
https://www.pfron.org.pl/fileadmin/files/r/5062_Raport_koncowy_
WTZ.pdf

Rose, J., Willner, P., Cooper, V., Langdon, P. E., Murphy, G. H., &
Stenfert Kroese, B. (2020). The effect on and experience of families
with a member who has intellectual and developmental disabilities
of the COVID-19 pandemic in the UK: Developing an

Journal of Policy and Practice in Intellectual Disabilities Volume 18 Number 4 December 2021

Wos K et al. • Remote support for adults with intellectual disability

284

https://doi.org/10.1016/j.dhjo.2020.100943
https://doi.org/10.1016/j.dhjo.2020.100943
https://doi.org/10.1136/bmj.m1609
https://www.easpd.eu/sites/default/files/sites/default/files/COVID19/second_report_impact_of_covid-19_on_disability_services_in_europe.pdf
https://www.easpd.eu/sites/default/files/sites/default/files/COVID19/second_report_impact_of_covid-19_on_disability_services_in_europe.pdf
https://www.easpd.eu/sites/default/files/sites/default/files/COVID19/second_report_impact_of_covid-19_on_disability_services_in_europe.pdf
https://www.europarl.europa.eu/doceo/document/TA-9-2020-0183_EN.html
https://www.europarl.europa.eu/doceo/document/TA-9-2020-0183_EN.html
https://doi.org/10.1017/ipm.2020.66
https://doi.org/10.1017/ipm.2020.66
https://www.theguardian.com/society/2020/aug/11/lockdown-families-learning-disabled-people-coronavirus
https://www.theguardian.com/society/2020/aug/11/lockdown-families-learning-disabled-people-coronavirus
https://doi.org/10.1080/20473869.2020.1773711
https://doi.org/10.1080/20473869.2020.1773711
https://www.inclusion-europe.eu/petition-defend-rights-people-intellectual-disabilities/
https://www.inclusion-europe.eu/petition-defend-rights-people-intellectual-disabilities/
https://doi.org/10.1016/j.dhjo.2020.100969
https://doi.org/10.1016/j.ridd.2020.103719
https://doi.org/10.1016/j.ridd.2020.103813
https://www.pfron.org.pl/fileadmin/files/r/5062_Raport_koncowy_WTZ.pdf
https://www.pfron.org.pl/fileadmin/files/r/5062_Raport_koncowy_WTZ.pdf


investigation. International Journal of Developmental Disabilities,
1–3. https://doi.org/10.1080/20473869.2020.1764257

Tassé, M. J., Wagner, J. B., & Kim, M. (2020). Using technology and
remote support services to promote independent living of adults
with intellectual disability and related developmental disabilities.
Journal of Applied Research in Intellectual Disabilities, 33,
640–647.

Turk, M., & McDermott, S. (2020). The COVID-19 pandemic and peo-
ple with disability. Disability and Health Journal, 13, 100944.
https://doi.org/10.1016/j.dhjo.2020.100944

Turk, M., Landes, S., Formica, M., & Goss, M. D. (2020). Intellectual
and developmental disability and COVID-19 case fatality trends:
TriNetX analysis. Disability and Health Journal, 13, 100942. https://
doi.org/10.1016/j.dhjo.2020.100942

United Nations. (2020). COVID-19 and the rights of persons with disabil-
ities: Guidance. https://www.ohchr.org/Documents/Issues/Disability/
COVID-19_and_The_Rights_of_Persons_with_Disabilities.pdf

Willner, P., Rose, J., Stenfert Kroese, B., Murphy, G. H., Langdon, P. E.,
Clifford, C., & Cooper, V. (2020). Effect of the COVID-19 pandemic
on the mental health of carers of people with intellectual disabilities.
Journal of Applied Research in Intellectual Disabilities, 33, 1523–1533.

Yoong, A., & Koritsas, S. (2012). The impact of caring for adults with
intellectual disability on the quality of life of parents. Journal of
Intellectual Disability Research, 56, 609–619.

Zaagsma, M., Volkers, K. M., Swart, E. A. K., Schippers, A. P., & Van
Hove, G. (2020). The use of online support by people with intellec-
tual disabilities living independently during COVID-19. Journal of
Intellectual Disability Research, 64, 750–756.

Journal of Policy and Practice in Intellectual Disabilities Volume 18 Number 4 December 2021

Wos K et al. • Remote support for adults with intellectual disability

285

https://doi.org/10.1080/20473869.2020.1764257
https://doi.org/10.1016/j.dhjo.2020.100944
https://doi.org/10.1016/j.dhjo.2020.100942
https://doi.org/10.1016/j.dhjo.2020.100942
https://www.ohchr.org/Documents/Issues/Disability/COVID-19_and_The_Rights_of_Persons_with_Disabilities.pdf
https://www.ohchr.org/Documents/Issues/Disability/COVID-19_and_The_Rights_of_Persons_with_Disabilities.pdf

	 Remote Support for Adults with Intellectual Disability During COVID-19: From a Caregiver's Perspective
	Background
	Methods
	Design
	Selection and Recruitment
	Procedure
	Analysis

	Results
	Parent as Therapist
	Material Problems
	Lack of Social Contacts
	Difficult Behavior
	Organization Difficulties
	Positive Solutions

	Discussion
	The Family's Role
	Social Contacts
	Support Planning

	Limitations of the Study
	Conflict of Interest
	Ethical Conduct Statement
	References


