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ORIGINAL ARTICLE

Long-term social restrictions and lack of work activities during the COVID-19
pandemic: impact on the daily lives of people with intellectual disabilities

Moniek A. C. Voermansa,b , Maria C. den Boera , Ton Wilthagenc and Petri J. C. M. Embregtsa

aTranzo, Tilburg School of Social and Behavioral Sciences, Tilburg University, Tilburg, the Netherlands; bAmarant, Healthcare Organisation for
People with Intellectual Disabilities, Tilburg, the Netherlands; cPublic Law and Governance, Tilburg Law School, Tilburg University, Tilburg,
the Netherlands

ABSTRACT
Purpose: Lockdowns due to the Covid-19 pandemic may have had a disproportionate impact on the
daily lives of people with intellectual disabilities. Many of them had to deal with limited social contacts
for an extended period. This study explores in depth how people with intellectual disabilities in the
Netherlands experienced their daily lives, in particular due to lack of access to regular work activities.
Materials and methods: Eight participants with intellectual disabilities were interviewed. Interpretative
Phenomenological Analysis (IPA) was employed in conducting and analysing interviews.
Results and conclusions: Analysis yielded three overarching themes that are conceptually linked.
Participants experienced a prolonged lack of social connections that resulted in experiences of social iso-
lation and feelings of loneliness. This led to different kinds of struggles: either internal struggles involving
negative thoughts or depressive feelings, or a perceived threat to their autonomous position in society.
Meanwhile participants had to sustain their sense of self-worth in the absence of work activities. The find-
ings emphasise the importance of social opportunities through the access to work activities for people
with intellectual disabilities. Interventions are suggested to help reverse the increased social inequalities
and enhance rehabilitation via work activities for people with intellectual disabilities.

� IMPLICATIONS FOR REHABLITATION
� More awareness may be raised among authorities, employers and the general public about the sig-

nificant value people with intellectual disabilities attribute to meaningful social connections, in par-
ticular through work activities.

� Also, more awareness may be raised about the potential adverse effects of the loss of work activities
and social connections on the quality of life of people with intellectual disabilities.

� Providing social support to others may help people with intellectual disabilities to construct social
valued roles, either in or outside the work situation.

� Professionals and employers can support people with intellectual disabilities to find opportunities to
provide social support to others.

� It is important to invest in sustainable and innovative post-pandemic community participation initia-
tives and particularly in accessible post-pandemic employment support, for example by organising
paid in-company training placements.

� It is essential that professionals support people with intellectual disabilities to enhance their sources
of resilience and coping strategies, that may have diminished as a result of the pandemic.

ARTICLE HISTORY
Received 22 December 2021
Revised 3 November 2022
Accepted 5 November 2022

KEYWORDS
Covid-19; daytime activities;
employment; intellectual
disabilities; interpretative
phenomenological analysis;
job loss; social contacts;
meaning of work

Introduction

The global Covid-19 pandemic has had a substantial impact on
the lives of many people. Since the start of the pandemic, to a
greater or lesser extent, attention was paid to vulnerabilities of
specific groups in society [1]. Among others, the pandemic has a
particular impact on the lives of people with intellectual disabil-
ities; physically, mentally and socially [2,3]. A large international
study [4] revealed, for example, that family members and profes-
sional caregivers experienced the pandemic to have a dispropor-
tionate negative impact on the lives of people with intellectual

disabilities, due to an increase in depression and anxiety, stereo-
typed behaviour, aggression, and weight gain.

Social restrictions, also in terms of lockdowns, have been
applied around the world for a long period of time to prevent the
spread of the Covid-19 virus [5]. As people with intellectual disabil-
ities tend to have smaller social networks than people without
intellectual disabilities [6] and may be more vulnerable to social
isolation and loneliness [7], these social restrictions may have had
a substantial impact on their lives. This may be particularly true for
people with intellectual disabilities living in supported or
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residential facilities, as they had reduced possibilities to visit or be
visited by family and friends and to meet fellow residents [4]. In
the Netherlands, for example, most service providers followed
national advice of the branch association of professional service
providers in the disability care sector [8] and therefore closed sup-
ported and residential facilities for visitors, including family, when
the first lockdown was introduced. Studies conducted during the
first phase of the pandemic indicated that people with intellectual
disabilities perceived the Covid-19 pandemic and the restrictive
measures imposed as having a major negative impact on many
aspects of their lives and well-being, for example, by causing them
to experience a lack of connection with significant others, and by
reducing or altering the nature of their access to support [9–11].
Consequently, people with intellectual disabilities may have gener-
ally experienced major obstacles in maintaining social contacts in
their daily lives during the pandemic. As a result they may have
experienced reduced social networks and social exclusion
[12].These problems were compounded by disturbing changes to
and interruptions in their employment situation, such as having to
interrupt employment temporarily or working remotely [9,13].

Participation in employment, either paid or unpaid, or meaning-
ful daytime occupation is perceived as an important aspect of the
lives of people with intellectual disabilities, including the positive
effect on their position in society and social contacts [14–17].
Having a job or daytime occupation [from here referred to as “work
activities”] is associated with better physical and mental health of
people with intellectual disabilities [18] and enables them to experi-
ence social connections, a useful and structured spending of time,
opportunities to achieve personal development, and a sense of
being part of society [19–21]. In addition to the benefits of work
activities, it has been suggested [19] that employed people with
intellectual disabilities expect unemployment to lead to an experi-
ence of emptiness in their lives, in terms of activities and social con-
nections and that a lack of access to regular daytime activities is
associated with the prevalence of challenging behaviour, such as
self-injurious and stereotypical behaviour, among people with intel-
lectual disabilities [22]. Thus, among other benefits, participation in
work can be an important pathway to create and maintain social
capital for people with intellectual disabilities [23].

Despite the perceived advantages of work, paid employment
rates for people with disabilities are significantly lower compared
to the general population in many countries, for example in
Canada, the Netherlands, the UK and the US, even in the flourish-
ing economic situation prior to the Covid-19 pandemic [24–27].
Unfortunately, this disability employment gap has widened further
in these countries since the Covid-19 pandemic began
[24,25,27,28]. In addition, the Covid-19 pandemic has also had
adverse effects on participation in unpaid employment options,
such as daytime occupation. As lockdowns were enforced, services
that provide daytime activities for people with intellectual disabil-
ities were closed across a number of countries with higher rates of
Covid-19 [4,29–32]. As such, the pandemic has had a detrimental
effect on the access of people with intellectual disabilities to work
activities, both (paid) employment and daytime activities.

When restrictions were eased in the summer of 2020, day serv-
ices reopened, in Ireland and the Netherlands for example, albeit
with a reduced capacity [29,31]. As Covid-19 infection rates
increased again in autumn 2020, stricter measures were reintro-
duced in many countries. In the Netherlands, for example, a par-
tial lockdown was implemented in October 2020, with measures
that included closing bars and restaurants, advising people to
work from home and restricting the number of guests in the
home to three a day. Subsequently, on 14 December 2020, even

a stricter lockdown was imposed, which led to the closure of non-
essential shops and the number of guests in the home being
reduced to one a day. This inevitably led to a further prolonged
interruption of day services [33,34], in addition to a structural
decrease in volunteering and employment options [35]. People
with intellectual disabilities therefore faced a prolonged loss of a
substantial part of their social connections, as a result of their loss
of work activities. This impact on social connections adds on the
previously mentioned broad impact of social restrictions -and the
additional measures in residential facilities- on the social connec-
tions of people with intellectual disabilities.

When considering how the initial lockdown negatively impacted
upon people with intellectual disabilities, specifically with respect to
their personal life and work situation, it is vital to rigorously explore
how they experienced the later stages of the pandemic. These
stages were characterised by broad restrictions on social contact in
daily life for an extended period of time, also due to the lack of
work activities. Despite widespread recognition of the negative
impact that long-term unemployment can have on people’s lives
generally [36], there is a dearth of in-depth scientific knowledge
about how the loss of work activities impacts upon the lives of peo-
ple with intellectual disabilities. Therefore, it is essential to draw par-
ticular attention to how people with intellectual disabilities
experienced the loss of work activities during this period of time.
Indeed, shedding light on these experiences can enhance scientific
knowledge about the disadvantages this group experiences as a
result of a lack of access to work activities due to social restrictions
during periods of crisis. In addition, exploring these experiences ena-
bles us to identify potential facilitators of, and barriers to, coping
with the loss of work activities during contexts characterised by lim-
ited opportunities for social connection and support. The insights
yielded from this research can subsequently inform public author-
ities about how important the social connections formed through
work activities are for people with intellectual disabilities, in addition
to contributing to policy-making for future crises.

Consequently, this study sets out to answer the following
research questions:

I. How do people with intellectual disabilities give meaning to
their daily lives when they have limited social connections,
and especially when they experience a long-term lack of
access to work activities during a period of crisis?

II. What facilitators and barriers do people with intellectual dis-
abilities experience when attempting to cope with limited
social connections during a crisis, particularly if this stems
from the long-term loss of work activities?

Materials and methods

Study design

In this study Interpretative Phenomenological Analysis (IPA) [37]
was employed. Data collection, using semi-structured interviews
with the eight participants, started on 19 November 2020 during
the partial lockdown in the Netherlands, and continued until the
unexpected announcement of a stricter lockdown on 14
December. Before that date, five participants had already been
interviewed; the interviews with the three remaining participants
had been scheduled for after 14 December. In order to include
data on how all of the participants experienced the stricter lock-
down, a decision was taken to conduct an additional interview
with the five participants who had been interviewed previously.
As a result, this study consists of five participants who were inter-
viewed twice and three participants interviewed once, with the
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first group being treated as the core dataset. This means that we
used the interviews of the first group as a focus for the overarch-
ing analysis, after which we incorporated the experiences of the
remaining three participants. The two interviews of the partici-
pants who were interviewed twice were analysed separately and
subsequently merged. For this study, ethical approval was
obtained from the Ethical Review Board of Tilburg University
[RP 149].

Participants

Participants were recruited from a Dutch organisation that pro-
vides both residential and community-based support to people of
all ages with intellectual disabilities ranging from profound mul-
tiple disabilities to borderline intellectual functioning.
Professionals were asked to indicate possible participants who
met the following criteria: (I) a diagnosis of mild intellectual dis-
ability or borderline intellectual functioning (IQ scores between 50
and 85); (II) an age of 18–50, since people with intellectual disabil-
ities are at risk of frail health from the age of 50 [38], which can
affect the perception of loss of work activities; (III) having lost at
least one half of their (paid or unpaid) working hours since the
start of the Covid-19 pandemic in the Netherlands (i.e., since
March 2020); (IV) being at home without any replacement organ-
ised daytime activities for at least three working days a week.

Five men and three women aged between 21 and 40 (average
age: 29.9) participated in this study. Demographic data were
obtained from the participants during the first interview and from
their files, with their consent (see Table 1). To protect their ano-
nymity, the participants are identified using pseudonyms. The par-
ticipants’ work situations were diverse. Nick and Tim both used to
have a competitive paid job in the hospitality industry, with Tim
being supported by a job coach of the service organisation. Tim
was unemployed after his employer went bankrupt in July 2020.
Nick could only work minimum hours from October 2020 due to

the second hospitality industry closure in the Netherlands. Jerry
used to have an unpaid daytime occupation at a day centre, run
by a service organisation that went bankrupt during the first lock-
down. Katie, Marvin, Melissa, Oliver and Veronica all had an
unpaid daytime occupation in the community, which was organ-
ised or supported by the service organisation that also facilitated
their residential support. Therefore, the work activities of these
participants were, to a greater or lesser extent, affected by the
measures taken by the service organisation, in line with national
policy. In terms of closing and reopening day centres this meant
that day centres closed in March 2020 and home-based daytime
activities were sought to be provided instead. From September
2020, the day centres were gradually reopened. With the excep-
tion of Tim and Jerry, all participants were offered to return to
their work activities part-time or full-time from September 2020
or before. However, Melissa and Oliver chose not to resume work
activities because of concerns about possible Covid-19 infection.
Marvin and Katie had partially resumed work activities, but Katie
was back home again due to private circumstances. Veronica had
resumed work in June 2020, but was out of work activities since
the hospitality industry closed again in October 2020 and her
employer could not offer her any alternative work activities.
Therefore, at the first interview, six participants had no working
activities, whereas two (Nick and Marvin) had been assigned
replacement activities at their workplace for several hours a week.
Six participants had been told that they would be able to fully
resume their original work activities as soon as the Covid-19 situ-
ation permitted, whereas two (Tim and Jerry) had no prospect of
returning to their job.

Two participants (Nick and Tim) were living independently,
and one (Oliver) was living with his parents. Five participants
(Jerry, Katie, Marvin, Melissa and Veronica) were living in commu-
nity-based care facilities with support. These participants were
therefore affected by the national Covid-19 policy implemented
by the service organisation supporting them concerning visitors

Table 1. Descriptive personal data of participants.

Pseudonym Sex Age Living situation
Work situation
before COVID

Work situation at
start of study Work prospects

Jerry M 21 Semi-
residential facility

At a day centre None, day centre
went bankrupt

Looking for
new occupation

Katie F 35 Semi-
residential facility

Full-time unpaid
occupation at a
petting zoo

Restarted for 2 days
a week

Restarted full-time in
January 2021

Marvin M 30 Semi-
residential facility

Full-time unpaid
occupation in
catering business

Restarted for 3
mornings a week

Back to full-time work
when catering
business reopens

Melissa F 38 Semi-
residential facility

Part-time unpaid
occupation at a
nursing home

None, she has
chosen not to
restart yet

Return to regular
working hours when
situation permits

Nick M 29 Independent, with
his wife

Full-time paid job in
catering business

A few hours a week
at the take-away

Back to full-time work
when catering
business reopens

Oliver M 22 With his parents Full-time unpaid
occupation at 3
different places
(catering industry
and
nursing home)

None, he has chosen
not to restart yet

Could return to regular
working hours when
situation permits, but
is also looking for
new occupation

Tim M 40 Independent Full-time job in
catering business

None, his employer
went bankrupt

Looking for a new job

Veronica F 24 Semi-
residential facility

Unpaid occupation
in
catering business

None Back to full-time work
when the catering
business reopens
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and meeting fellow residents. This meant that between March
and July 2020 they were not allowed to receive any visitors at
home and could only meet their fellow residents at set times. In
addition, participants sometimes had to deal with their residential
location being closed because a fellow resident had become
infected with Covid-19. As a consequence, participants were not
allowed to leave the location or receive visitors for a certain
period of time. The easing of the measures from July 2020 was
tailored within the organisation on a site-by-site basis, resulting in
differences in measures per site. With the new restrictions in
October and December 2020, the service organisation sometimes
deviated from national policy with, for example, wearing a face
mask becoming mandatory at these residential locations earlier
than within the national policy.

Procedure

Potential participants were initially approached about participat-
ing in the study through a professional or family member. If they
expressed an interest in taking part, the first author called the
potential participant to check the inclusion criteria, to give them
further details about the study and to answer any questions. If
they still expressed interest, they were sent an information letter
and informed consent form. The letter described the key aspects
of the study in detail, along with measures taken to safeguard the
confidentiality and rights of the participants. A first interview was
planned when they agreed to participate. Before the start of the
first interview, the information letter and the informed consent
form were carefully reviewed with the participants to make sure
that they were fully aware of their decision to participate, after
which they signed the informed consent form.

An interview schedule following IPA guidelines [39] was used.
The interview schedule was pilot tested among three co-research-
ers with mild intellectual disabilities, after which minor adjust-
ments were made in the formulation of questions. The interviews
started with an open question: “Can you tell me something about
how you are experiencing your life right now?” Subsequently, the
interviewer tried to respond to elements of the participant’s story,
using open-ended questions whenever possible to give partici-
pants as much control over the conversation as possible. This
allowed information to emerge that was not directly relevant to
answering the research questions, but which could help to under-
stand the participants’ experiences within their life context. To
explore the participant’s experiences in detail, the interview
schedule included some potential questions that could be asked
when the topic did not arise spontaneously (see Table 2).

The second interview – if applicable – was based on the same
principles and started with the open question: “How have you
been doing since our last interview?” This was followed up by
questions formulated in advance with a view to exploring how
participants were experiencing and coping with the stricter lock-
down. In the case of the three participants who were interviewed
only once, the interview schedule was supplemented with

relevant topics from the other participants’ second inter-
view schedule.

The participants were given the choice of being interviewed in
person or remotely using video conferencing software; all of them
opted to be interviewed in person. The participants were inter-
viewed at home, except for one participant who preferred to be
interviewed at the office of the service provider. All interviews
were conducted by the first author. Although employed by the
participants’ service provider, she had never been professionally
involved with any of the participants. Interviews took place in full
compliance with the Dutch government’s Covid-19 guidelines as
they applied at the time and any additional precautions taken by
the participants’ service provider. On one occasion, the second
interview was conducted on Skype as the participant felt more
comfortable being interviewed remotely; on another occasion, the
second interview was conducted by telephone due to quarantine
measures. The interviews took an average of 46.5min each (range:
29–76). With the participants’ consent, all of the interviews were
audio-recorded and transcribed verbatim.

Analysis

The stages described in the IPA guidelines [39] were carefully
applied throughout the analysis, which was conducted by one
researcher in close cooperation with a second researcher.
Discussions with the full research team were held throughout the
analysis process. At the first stage, the recordings of the inter-
views were listened to, and transcripts were read and reread by
one researcher who subsequently, at the second stage, made ini-
tial notes on descriptive, linguistic and conceptual aspects. These
were carefully audited by and discussed with the second
researcher. The third stage involved the formulation of emergent
themes by one researcher based on rereading the transcript and
initial notes, which were also discussed with the second
researcher until consensus was reached. At the fourth stage, the
two researchers discussed possible overarching themes based on
the emergent themes already formulated. The emergent themes
were then clustered according to the overarching themes, audited
and discussed by two researchers. At the final stage of the ana-
lysis, the overarching themes within and across cases were dis-
cussed in detail by the entire research team to identify patterns,
similarities and differences. Throughout the process, a reflective
journal was kept to document the decisions made.

Results

Analysis yielded three overarching themes that are conceptually
linked. These themes are presented below and visualised in
Figure 1.

Theme A: social isolation and loneliness

Participants expressed a significant lack of social connection,
which led to social isolation and loneliness. For Marvin, Katie, Tim,
Veronica, Jerry and Nick, the social connection to others was sig-
nificantly impacted by the unintentional loss of their work activ-
ities due to Covid-19.

Katie, for example, characterised herself as a people person for
whom togetherness and physical contact, particularly cuddling,
with significant others are of great importance. The loss of social
contact as a result of having to stop her work at a petting zoo,
combined with restrictions affecting participation in social

Table 2. Potential questions included in the interview schedule.

� Can you tell me something about how you are experiencing your life
right now?

� Can you describe what your days are like right now?
� Are there things that are going well in your life right now?
� Are there things that you find difficult in your life at the moment?
� Can you describe what it is like for you to be at home without work or

daytime activities?
� Can you tell me what you liked about work before your work/daytime

activities stopped?
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activities with fellow residents at her supported home due to
Covid-19, led to a significant loss of meaning in her life.

For Melissa and Oliver, there was a different relationship
between the loss of work activities and the lack of social connec-
tions: they both decided not to resume work despite being given
the opportunity to do so. As Oliver considered himself to be at high
risk from Covid-19 due to a lung disease, he and his mother
decided he should stop his jobs at two nursing homes and a lunch-
room, even before the initial lockdown started. Oliver missed the
contact with people at work, but above all he missed the personal
and intimate contact with his friends, because he only rarely had
the chance to meet them in person. For him, online contact via
WhatsApp was not sufficient to experience this close connection.

Although Melissa also missed the contact with her colleagues
and clients at her job in a nursing home, avoiding loneliness was
actually one of the reasons behind her decision not to resume
work at that stage in the pandemic. She perceived a high latent
risk of infection at the nursing home and was worried that she
could easily become infected there. Melissa therefore feared that
resuming work would increase the risk of having to quarantine,
which in turn would stop her participating in the social activities
at her supported home and prevent her from visiting her vulner-
able parents. She talked about desperately wanting to avoid the
loss of contact with her small circle of significant others.

Melissa: Then I think I’d also … um… feel lonely, because then all I’d
do is come home and take a shower and stay in my apartment. I don’t
know, I’ve never tried to go to work and see what happens. And I don’t
know what arrangements would follow or what it would be like (… )
But I’m like, I’m not going to risk it. I’ m not… um… . I’m not going to
take that chance.’

Theme B: inner turmoil and relational struggles

The lack of social connections during the pandemic caused the
participants to focus more intensely on themselves and their own
situation. This affected both their emotional balance and the rela-
tional balance between themselves and others. It led them to
experience inner turmoil or struggles regarding their position
in society.

My inner struggles with negative thoughts and feelings
Some participants experienced inner turmoil due to the lack of social
connection. Both Veronica and Nick experienced feelings of gloom.
The prolonged loneliness and lack of connection with others during
the dark days of winter led Veronica to express dark thoughts.
However, she still had sufficient coping skills to avoid falling into
depression. Nick, in contrast, experienced feelings of hopelessness
and ultimately spiralled down into depression. He was prescribed
medication by his general practitioner. Nick seemed to derive his
own sense of identity very strongly from his connection with other
people and from his identity at work. The decrease in his work activ-
ities in a restaurant and the restricted social contacts in both his
work and personal life meant that important sources of meaning
and aspects that defined his identity were lost to him. On his own,
he was no longer able to be the person he wanted to be and
slipped into a spiral of negative feelings.

Nick: ‘Then it really is all down to you, and it even gets to the point
where you don’t want to go on anymore. You just go crazy inside, you
get headaches and you get depressed.’

Although he did not slip into depression, Marvin was caught
up in a pre-existing cycle of negative thoughts, exacerbated by
the pandemic and the lack of work opportunities. He expressed
the need for social meetings and activities outside his home (e.g.,
activities with friends and contacts with customers at work) as
these constituted important sources of distraction from his nega-
tive thoughts. He explained that doing domestic activities on his
own did not offer him sufficient distraction from and control over
his negative thoughts.

Marvin: ‘Yes, when I’m at home too often and I’m in my room too
much (… ) I don’t know why it’s like that in my head, but in my head I
just keep thinking. I get to thinking way more about all kinds of things,
about things that went wrong in the past or what could have gone
better and, well, I just kind of dig a hole for myself.’

In contrast, the emotional turmoil experienced by Jerry was
not caused by the limitations on social contact themselves, but
the fact that these limitations were imposed on him by others.
The Covid-19 restrictions, and in particular the quarantine meas-
ures imposed due to a Covid-19 infection at the supported

Figure 1. Model of overarching themes.
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accommodation where he lives, reminded Jerry of the years he
spent in a locked facility, a time he remembered as traumatic and
stressful. As a result, he did not want to be deprived of his free-
dom by the quarantine measures and, against the rules, he con-
tinued to visit his family.

Jerry: ‘Yeah, I spent eight years in a locked facility (… ) No one’s going
to stop me doing that. They did that for a very long time, but not
anymore. (… ) No, that makes me feel like I’ve been locked up. When I
think back on that, it drives me completely crazy.’

My struggles in relation to my autonomous position in society
The changes in social connections led other participants to experi-
ence difficulties with regard to the autonomy they wanted to
experience in identifying with and relating to other people
in society.

Melissa and Katie suffered due to missing opportunities for
optimal participation in society. This confronted them once again
with their status as a person with an intellectual disability,
whereas before the pandemic they had been able to distance
themselves from this identity. Melissa used to work in a regular
nursing home. She specifically experienced her responsibilities
being given to her in caring for elderly residents as things that
set her apart from other people with intellectual disabilities.
When, in the first phase of the pandemic, she was no longer
allowed to work in the nursing home, she was offered substitute
handicraft activities at a day care facility, that made her feel
undervalued and treated like a child. She expressed her objec-
tions to participating in these alternative activities.

Melissa: ‘Yes, and [normally] I work in the neighbourhood. (… ) I’m not
one for pasting and cutting and all that stuff. (… ) I mean, what do
they think I am? A 6-year-old kid? Get lost, that’s what I say. That’s not
me at all.’

At the same time, being at home so much made Melissa aware
of the fact that the Covid-19 measures at her supported accom-
modation were often different from and more restrictive than the
measures for people who do not live in a facility. Like Melissa,
Katie experienced her supported accommodation had become a
hospitalised environment. Due to the Covid-19 measures, support
staff took over tasks from all the residents (such as serving food)
and also decided which fellow residents Katie was allowed to
meet in the common room and at what time. Katie was also con-
fronted with the status of “vulnerable person”: this was applied to
her as a resident of a facility for people with intellectual disabil-
ities, whereas she did not perceive herself as vulnerable.

Katie: ‘Some of the people here are vulnerable, but if you take me, I am
otherwise healthy (… ) But I still get that label though in terms of
health I am not really vulnerable at all. (… ) Because it’s an institution
they see me as vulnerable.’

Whereas Katie’s and Melissa’s confrontation with their status
led them to actively disassociate their personal identity from that
of other people with intellectual disabilities by making compari-
sons, Tim’s confrontation with his intellectual disability led him to
speak out in favour of opportunities for people with intellectual
disabilities as a group. Tim, who gives the impression of having
evolved into an independent and socially engaged person, lost
his regular paid job. This forced him to confront his status as an
intellectually disabled person once again and face up to the diffi-
culties of living in society while having these disabilities. He had
to re-connect with himself as a person with a disability and as
part of the group of people with disabilities, a group he felt he
had outgrown as a result of his job. This involuntary reactivation
of the connection he felt with this group made him want to do

something for the group that he said he felt connected to, but
not fully part of.

Theme C: sustaining one’s self and self-worth

The lack of work activities and social connections implied that
several key elements in participants’ lives were no longer evident,
which meant that they had to work hard to maintain their sense
of self and self-worth.

I try to remain hopeful in times of persistent uncertainty
The long-term lack of work activities in the context of the unclear
and ever-changing situation caused by the pandemic took its toll
on all of the participants. However, their abilities to adapt and
keep on dealing with this situation differed.

Some participants clearly suffered due to the prolonged lack
of prospects resulting from this situation. Marvin, for example,
became frustrated by the government’s ever-changing and fluctu-
ating Covid-19 policy, which made him feel like he was constantly
taking one step forward and two steps back. He needed more
clarity and predictability.

Other participants, however, appeared to succeed better in
adapting to the long-term lack of clear prospects. Tim’s open-
mindedness and ability to take things as they come seemed to
provide a buffer when coping with the current difficulties in his
life. Nevertheless, the longer the situation lasted, the more Tim
began to lose hope of finding a new job. To protect himself, he
tried to temper his expectations but emotionally he seemed to
find it difficult to accept his unemployment.

Like Tim, Katie found it increasingly difficult to maintain hope.
On the one hand Katie tried to use her experiences during the cri-
sis as a source of support and help for the future. In other words,
she felt that – with the crisis as a reference point – she would be
better able to handle difficult situations in the future. On the
other hand, Katie noticed that she became frustrated with the
Covid-19 situation, exerted by feelings of insecurity caused by the
ever-changing news about the vaccination strategy.

Katie: ‘On the other hand, I’m like, “Don’t splash it all over the media
unless you’re sure,” you know (… ) It makes me feel insecure and it
probably makes other people insecure too.’

I have to get through empty days without purpose
Participants experienced a lack of variety in their lives that led to
a sense of drudgery. Every day seemed to feel the same. The lack
of purpose and structure in their lives led them to lose their grip
on their personal day-night rhythm.

In the case of Veronica, for example, missing work, and the
subsequent reduction of social contact, routine and purpose,
made her feel that she no longer had a life.

Veronica: ‘Before you used to work and you had all your colleagues
around you, a good atmosphere and you could talk to your colleagues,
it was nicer. Now all that’s gone and you miss it. Now I actually feel like
I don’t really have a life because … you know what I’m trying to say?
Normally you go to work and now you don’t. Now you get up and
then it’s like “what am I going to do now”, you know?’

Nick seemed to be a person who got bored easily. When the
hospitality sector and other amenities were shut down for the
second time in October 2020, an increasing number of activities
that might have kept him entertained were no longer possible
because of the restrictions (e.g., go-karting, going to the gym).
Time seemed to drag by endlessly and this drove him crazy. He
noticed that boredom made him lazy and led him to postpone
things, but he couldn’t find a way to turn things around.
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Nick: ‘[Time] seems to drag on endlessly, so that time actually makes
you crazy, and out of boredom you don’t do anything anymore and
you get all lazy and lame, so you don’t feel like getting up or doing
anything in the first place. You keep putting things off like “I still have
to clean the bathroom … Oh, I’ll do that tomorrow.” Because you feel
that way every day.’

In contrast, Jerry managed to find a new purpose in his days.
During a long period without work activities in the past he also
fell into a vicious circle and his day-night rhythm was adversely
affected, which made him feel tired of almost everything. At the
time of the interview, however, Jerry was running his own inter-
net radio station with a friend. This made him feel that he had
created his own daytime activity, which made him proud and
gave him a sense of having things to do every day.

I need to continue my personal development
Each in their own way, participants experienced that the lack of
work activities during the pandemic deprived them of opportuni-
ties to learn new things and keep developing as a person.
However, some participants found other ways to continue their
personal development or even attach new value to certain
aspects of their lives and development as a result of their experi-
ences since the outbreak of the pandemic.

For Oliver, learning and personal growth were important sour-
ces of inspiration and energy, with the ultimate goal of being
able to participate in society as independently as possible. He felt
that this growth had come to a complete standstill.

Oliver: ‘A standstill. The brakes are mostly on, I can keep moving but
not a lot actually, (… ) I do miss growing, continuing to grow, in the
sense of learning all kinds of things and being allowed to
make mistakes.’

However, he found new ways to meet his needs during the
Covid-19 period by learning English through an app and attend-
ing an online course with his mother.

Katie, in contrast, put off achieving the goals she had before
the pandemic. She initially regretted that the pandemic prevented
her from obtaining her driver’s license and doing a course to
become an expert client. However, the pandemic made her aware
of the importance of enjoying the small things in life, such as
physical contact with significant others. She decided she wanted
to focus more on these small things in life after the pandemic
and postponed her more ambitious goals.

For Veronica too, life during the pandemic provided a positive
learning experience. Shortly before the initial lockdown started,
Veronica had moved from her parents’ home to supported
accommodation. In contrast to many of her fellow residents,
Veronica chose to stay in her own home instead of moving back
in with her parents. Even though this was a difficult and lonely
time for her, she looked back on it as an experience that helped
her grow as an autonomous person and to become more
self-reliant.

I need to make a difference to others
Although Nick, Tim, Melissa and Katie normally work in different
sectors, they all missed making a difference in the lives of their
customers or clients. Katie, for example, missed working in the
farm shop, where she enjoyed making her regular customers feel
happy and special by giving them attention. Katie talked about
one customer her colleagues did not get along with, but with
whom she had a special connection. She enjoyed finding ways to
keep this customer satisfied.

Katie: ’She can be blunt sometimes and some people can’t cope with
that. But I turn it around and just try to stay nice (… ) It’s very special

that a customer likes me and thinks I’m nice. (… ) It’s great, wonderful.
That makes it all worthwhile (… ) keeping the customers happy.’

Despite the absence of work, Melissa found ways to continue
to care for others and make a difference to their lives. This was
important to her. For example, Melissa identified herself as a fam-
ily caregiver for her parents and sometimes did shopping for
them. She also tried to help the housekeeping staff at her sup-
ported home. In Melissa’s experience, these activities helped her
make more of a difference to others than the alternative handi-
craft activities she was given instead of her work in the nursing
home. She also enjoyed the appreciation that the housekeeping
staff expressed when she helped them.

Tim, by contrast, experienced working as a way to make a dif-
ference to society as a whole, for which a salary is the quid pro
quo. When he became unemployed, he experienced the income
from his benefits as money for nothing, a free ride without having
to do anything in return. This made Tim feel bad. He felt it was
unfair that others had to make a real effort to have the same
amount deposited on their bank account, while his own compe-
tencies remained untapped.

Tim: ‘Well, it kind of feels like you’re looking for a handout, like I don’t
have to do anything but they give me money anyway. Yeah, that
doesn’t really feel right. You know, that one person, my neighbour say,
has to work 40 hours a week for about 400 euros and I just sit at home
and [whistles] in comes the money. Yes, it’s not nice. I get it, fine, but I
mean basically I can work for it.’

Discussion

This study is an in-depth exploration of how people with intellec-
tual disabilities experience their daily lives with limited social con-
tacts, in particular as a result of a long-term lack of access to
regular work activities due to the Covid-19 pandemic. This situ-
ation made participants suffer from a prolonged lack of social
connection, resulting in social isolation and feelings of loneliness.
This left participants to draw on their own inner resources and
ultimately confronted them with different types of personal strug-
gles. Some participants mainly felt inner turmoil and had to focus
on themselves to control the depressive feelings or negative
thoughts they experienced due to severe long-term social isola-
tion and loneliness. Other participants experienced struggles that
were directly related to what they felt was a threat to their
autonomous position in society and sometimes even a confronta-
tion with or a sharp reminder of the stigmatising status of having
an intellectual disability. Meanwhile participants had difficulty sus-
taining themselves and their sense of self-worth, as some key
aspects of their lives were no longer self-evident without regular
work activities and social connections to engage in. These find-
ings shed further light on the significant value that people with
intellectual disabilities attribute to meaningful social connections
and work activities, and on the potentially drastic adverse effects
on their quality of life when being deprived of these elements in
their lives.

Participants in this study mentioned some positive effects of
the pandemic, which are also reported in other studies. For
example feeling more relaxed and having more time for hobbies
[11] or developing skills or personality traits, such as responsibility
for themselves and others [39]. However, these positive effects by
no means outweigh the psychological and social impact of the
preventive measures on the lives of people with intellectual dis-
abilities, which are both reported in this qualitative study and in
various quantitative studies [2–4,40]. Puyalt�o et al. [12] explored
the relationships of people with intellectual disabilities during a
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similar phase of the pandemic and yielded comparable results.
The lack of physical contact caused participants in that study to
experience dehumanisation and cooling of relationships, leading
to distress in some cases. The detrimental social and psycho-
logical effects of the pandemic on people with intellectual disabil-
ities may have several reasons. First, people with mild intellectual
disabilities are vulnerable to experiencing a lack of social connec-
tions, as they generally tend to have smaller social networks and
less supportive resources [6]. Yet at the same time, despite the
support needs of people with intellectual disabilities [41], the
access to professional support services has deteriorated for them
since the pandemic began [42,43]. Therefore, the pandemic may
have further limited the availability of supportive resources to
help people with intellectual disabilities cope with the social
restrictions including lack of work activities. Second, people with
intellectual disabilities are generally assumed to be a high risk
group for mental health problems, such as depression [44]. Social
restrictions and lack of work activities may have further increased
this risk, as people with intellectual disabilities are at higher risk
to experience feelings of loneliness and experiences of chronic
loneliness presumably exacerbate depression in people with intel-
lectual disabilities [7]. In general, the sources of resilience of peo-
ple with intellectual disabilities [45], both internal (i.e., autonomy,
self-acceptance, physical health) and external (daytime activities,
social network), may be diminished during a pandemic due to
restrictions on freedom and loss of work activities. It is therefore
essential that professionals support people with intellectual dis-
abilities to enhance their sources of resilience and coping strat-
egies [45], particularly during a pandemic.

In addition to feelings of loneliness and depression, partici-
pants in this study experienced that the long-term situation with
restrictions on social contacts, particularly due to a lack of access
to regular work activities, threatened their autonomous position
in society. In line with the study of Puyalt�o et al. [12], our findings
suggest that people living in a supported accommodation may
have experienced more restrictions in their autonomy than people
not living in supported accommodation, potentially leading to
feelings of stigmatisation. In general, these experiences may be
associated with negative attitudes towards people with intellec-
tual disabilities in the population and the resulting segregation of
society [46]. Unfortunately, in various countries, Covid-19 meas-
ures have further reduced participation rates in various life
domains and reinforced segregation of vulnerable groups in soci-
ety, including people with intellectual disabilities and mental ill-
ness [24,47]. Just as loss of work activities may reinforce the
stigmatised identity and risk of social exclusion for people with
mental illness [48], this may also apply to people with intellectual
disabilities. That is, in Western societies having a job is perceived
as a major social role for people to fulfil [49], while performing
social roles is usually more difficult for people with intellectual
disabilities due to the stigma attached to their disability [50]. The
work activities of the participants in this study usually offered
them opportunities to perform valued aspects of social roles, such
as making a difference to others. These activities also contribute
to their identity and self-worth. In a qualitative study, Forrester-
Jones & Barnes [51] explored how providing social support to
others could help individuals with severe mental illness to forge
and manage a less stigmatised identity. They found that providing
social support helped participants to construct a more socially val-
ued identity than that of being a patient. In line with their find-
ings, making a difference to others helped participants in this
study to take on an accepted social role and escape the public
stigma and they tried hard to find other ways to maintain this

aspect of their lives while they had limited access to work activ-
ities. Both professionals and employers can support people with
intellectual disabilities to find opportunities to provide social sup-
port to others, either in or outside the work situation, for example
by helping out an elderly neighbour.

There are some limitations that should be considered when
interpreting the results of this study. First, due to the sudden
introduction of a stricter lockdown, additional interviews were
conducted and, as a result, either one or two interviews with the
participants are included in this study. However, we have carefully
accounted for this discrepancy in the analysis by using the data
from the participants who were interviewed twice as the core
dataset. Second, given the iterative nature of the IPA method, the
literature recommends that the interviews should be conducted
and analysed sequentially [39]. However, due to the unpredictabil-
ity of the pandemic and subsequent shifts in policy, and the fact
that we specifically aimed to collect data in a context with severe
restrictions, it was not possible to conduct the interviews sequen-
tially. Lastly, it was not possible to carry out member checks to
validate the preliminary results, a procedure applied in some IPA
studies [19] and absent in others [52]. Previous studies have
proved the valuable contribution of member checks. Nevertheless,
in the ever-changing context of the pandemic, member checks
proved not to contribute to the research validity: in a pilot mem-
ber check the participant appeared to have difficulties recalling
the experiences at the time of the interviews.

The findings of this study illustrate that the loss of social con-
nections, in particular due to the lack of access to work activities,
during the pandemic has reinforced the social inequalities and
disadvantages for people with intellectual disabilities [24,47]. The
group of people with intellectual disabilities is overlooked and
forgotten in Covid-19 policies [24], which can be seen as a result
of the public stigma attached to this group [53]. Interventions to
address these inequalities and disadvantages are key, especially
since a pandemic can reinforce conservative thoughts, stigmatisa-
tion and discrimination in the population [47] and since the pan-
demic has not yet been entirely resolved and new lockdowns
cannot be ruled out. It is therefore important to invest in sustain-
able and innovative post-pandemic community participation ini-
tiatives and particularly in accessible post-pandemic employment
support to reinstall meaningful work activities for people with
intellectual disabilities [24]. There are workforce gaps in several
sectors, and employers, together with healthcare professionals,
can create opportunities to employ people with intellectual dis-
abilities in these fields, for example by organising paid in-com-
pany training placements. In addition, more awareness should be
raised among authorities, the general public and employers about
the value of participation for people with intellectual disabilities,
also in regular work activities. Public policies can be based on the
philosophy of contributive justice by creating opportunities for
everyone to use their talents to contribute to society rather than
providing benefits [54]. Moreover, in the event of new lockdowns,
the results of this study could motivate public institutions to tailor
policy decisions, considering both health risks and risks of social
isolation. This could imply that day services for people with intel-
lectual disabilities can remain open and that the visiting opportu-
nities for people living in residential facilities persist, in
compliance with applicable measures. By doing so, people with
intellectual disabilities can be protected from health risks, while
they can continue to benefit from social connections, which are
such an important aspect of their lives.

This study contributes to the scientific knowledge by reporting
in depth on the potentially adverse effects of long-term social
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restrictions on people with intellectual disabilities by depriving
them from meaningful social connections through work activities.
More research is needed to examine the effect of the loss of work
activities, outside the context of a global pandemic with long-
term social restrictions, for a larger group of people with intellec-
tual disabilities. It would therefore be desirable to further explore
the relationship between the loss of work activities, loneliness
and mental health. In addition, considering the negative effect of
Covid-19 on participation in employment of people with intellec-
tual disabilities, it is important to investigate how this participa-
tion can be improved post-pandemic, for example by exploring
partnerships between education, healthcare and companies.
Finally, future research can examine how people with intellectual
disabilities can use their ability to make a difference to other peo-
ple’s lives to design their social roles and promote destigmatisa-
tion, for example by studying the perceptions of the clients and
customers they serve.
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