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Abstract
Background: The present study aimed to explore the experiences and needs of direct
support staff during the initial stage of the COVID-19 lockdown in the Netherlands.
Method: Overall, eleven direct support staff were recruited from five intellectual disability services to participate in this descriptive qualitative study. They recorded 34
audio messages during the considered period. Thematic analysis was used to analyse
these audio recordings.
Results: Four themes emerged: (1) Emotional impact, which pertained to various
emotions they experienced in their work; (2) Cognitive impact, which referred to
challenges and changes they had undergone in their work; (3) Practical impact, which
centred on the practical impact of the pandemic on their work; and (4) Professional
impact, which concerned their experiences with other professionals.
Conclusions: This study provides valuable insights into the experiences and needs of
direct support staff during the COVID-19 pandemic, which, in turn, can help inform
practice in preparation for a second wave of COVID-19 or another future pandemic.
KEYWORDS
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1 | I NTRO D U C TI O N

People in long-term care, including those with an intellectual disability, have been labelled as being especially vulnerable to COVID-

The World Health Organization has labelled the coronavirus dis-

19 (World Health Organization, 2020b). Although not everyone

ease 2019 (COVID-19) a global pandemic. Subsequent to its initial

with an intellectual disability is more vulnerable, a higher proportion

outbreak in China in December 2019, the virus, which is passed

of people with intellectual disabilities also have underlying health

on by human-to-human transmission via either direct contact or

conditions (Courtenay & Perera, 2020). Moreover, given that these

small droplets (Lai, Shih, Ko, Tang, & Hsueh, 2020), has now spread

individuals are both heavily reliant on daily physical support from

worldwide. At the time of writing this article, there were over 13.8

relatives and professionals and invariably live in group settings,

million confirmed cases and over 580,000 deaths (World Health

some individuals are at a higher risk of contracting the coronavirus

Organization, 2020a).

(Tummers, Catal, Tobi, Tekinerdogan, & Leusink, 2020). In an attempt
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to reduce the risk of infections, manifold preventive measures have

and exclusion of service users). The recommendations identified by

been adopted by the World Health Organization and countries

the authors to better support and protect long-term care staff cen-

across the globe, such as enjoining their citizens to stay at home and

tred on housing and materials, policy and guidelines, education and

engage in social distancing in public spaces; closing public places

the provision of information (Embregts, van Oorsouw, et al., 2020).

such as restaurants, sport facilities and schools; and significantly re-

Although their rapid review provides valuable insights, the studies

ducing the usage of public transport. In addition to these measures,

they considered solely examined long-term care staff working with

many support services for people with intellectual disabilities have

the elderly; hence, studies about direct support staff working with

introduced strict measures for face-to-face contact with relatives,

people with intellectual disabilities were not included in their review.

while work and day services for people with intellectual disabilities

Consequently, research into the potential challenges and benefits

have been closed (World Health Organization, 2020b). While the

generated by the COVID-19 pandemic for direct care staff working

measures introduced to reduce infection levels have evidently had

with people with intellectual disabilities is urgently needed. Indeed,

a profound impact on the daily lives of many people with intellec-

the experiences and needs of direct support staff simply cannot

tual disabilities (e.g. increased experiences of distress, agitation and

remain unexamined in relation to either current or future infection

loneliness; Courtenay, 2020), they have also impacted greatly upon

outbreaks. Therefore, the aim of the present descriptive qualitative

the work of direct support staff in this area.

study is to identify the experiences and needs of direct support

In normal circumstances, direct support staff working with

staff working with people with intellectual disabilities during the

people with intellectual disabilities often encounter various psy-

COVID-19 pandemic. More specifically, the study focuses on their

chological challenges—especially when working with service users

experiences and needs during the initial stage of the lockdown in

who frequently display challenging behaviour—including an in-

the Netherlands, which covered the period between 15 March and

creased risk of work-related stress and anxiety, burnout and feel-

11 May 2020. The study is underpinned by the following research

ings of depersonalization, irritation and emotional exhaustion

question: “What are the experiences and needs of direct support

(Edwards & Burnard, 2003; Jenkins, Rose, & Lovell, 1997; Mitchell

staff working with people with intellectual disabilities during the ini-

& Hastings, 2001). This derives from challenging client behaviour,

tial COVID-19 lockdown in the Netherlands?”

interpersonal issues with colleagues and organizational concerns
(Mutkins, Brown, & Thorsteinsson, 2011). In a labour market already
characterized by the increased scarcity of (qualified) social care
professionals (Kroezen, van Hoegaerden, & Batenburg, 2018), understaffing due to COVID-19 poses even more demands. Moreover,

2 | M E TH O D
2.1 | Design

increased agitation and distress among people with intellectual disabilities as a result of the current restrictions may raise additional

A descriptive qualitative study design was used to capture the ex-

challenges for direct support staff, especially if these service users

periences of direct support staff with respect to COVID-19. To cap-

do not understand the significance of these measures. However,

ture these experiences, direct support staff were invited to record

in practice, the picture that is emerging from a variety of intellec-

weekly audio messages.

tual disability services is not a wholly negative one. For instance,
although some services for people with intellectual disabilities in the
Netherlands have reported increased absence and sickness rates

2.2 | Participants

among direct support staff, others have reported a considerable decrease (VGN, 2020). In addition, some intellectual disability services

Fourteen intellectual disability services in the Netherlands, which

have reported a reduction in challenging behaviour by people with

are all members of the Academic Collaborative Centre Living with

intellectual disabilities, in part, due to greater stability in staff teams

an intellectual disability at [Tilburg Univeristy], were invited to par-

due to the closing of work and day services. While some study pro-

ticipate in this study. In the relatively short space of time in which

tocols have been published that explore the impact of the COVID-19

the study was conducted, five services responded promptly to ex-

pandemic on individuals with intellectual disabilities as well as their

press their interest in participating. Hence, direct support staff were

caregivers via an anonymous online survey (Linehan et al., 2020),

recruited from these five intellectual disability services. All direct

hitherto no research has been conducted which explores the poten-

support staff who were working with people with intellectual dis-

tial challenges and benefits to direct support staff. In the light of this

abilities, irrespective of their level of intellectual functioning, in any

lacuna in extant research, in their rapid review of studies that exam-

of these five intellectual disability services were eligible to take part

ined long-term care staff, Embregts, van Oorsouw, and Nijs (2020)

in the study. Participants were recruited using convenience sampling

identified potentially useful insights from previous infection out-

via the managers of the respective intellectual disability services,

breaks, which encompassed three themes: emotional responses (i.e.

who subsequently invited eligible direct support staff to take part by

fears and anxieties, stress, tension, confusion and no supplementary

email or telephone. Eligible direct support staff were provided with

challenges); ethical dilemmas (e.g. locking doors to prevent wander-

an information sheet that explained the nature and purpose of the

ing service users infecting others); and work attendance (i.e. refusal

study, before being asked to indicate whether they were interested
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in participating. Those who expressed an interest in doing so were

encounter today? What went well today?), the participants were

contacted by the third author (NF) to provide written informed con-

asked to explicitly reference the period immediately prior to the

sent and to make arrangements about data collection.

COVID-19 pandemic when reflecting on how they were experi-

In total, eleven participants (eight women; three men) recorded

encing the current situation. The audio messages were recorded at

audio messages for the study. They had a mean age of 41.7 years

the end of the working day at times which were convenient for the

(SD = 12.5, range: 22–59). On average, they had worked within

participants. All the audio messages were transcribed verbatim, and

the field of intellectual disabilities for 19.8 years (SD = 11.8, range:

the participants were anonymized. Overall, there were 34 recorded

4–41), with 7.7 years (SD = 9.3, range: 1–25) of experience in their

audio messages for all of the participants, with a mean duration of

current job. Two of them worked with people with mild intellectual

4.9 min (range: 2–17). The amount of recorded audio messages for

disabilities, one with people with moderate intellectual disabilities,

each participant ranged from 1 to 7 (mean: 3.3).

and seven worked with people with severe intellectual disabilities to

The audio messages were recorded during the initial lockdown pe-

profound intellectual and multiple disabilities, while one participant

riod in the Netherlands, which lasted from 15 March to 11 May. This

worked with people with various levels of intellectual disabilities. All

phase of the lockdown was relatively relaxed insofar as it was only

direct support staff worked in residential support service settings,

the most fertile locations for COVID-19 to spread that were closed

which housed up to 16 service users per unit. They ordinarily worked

or shut-off to the general public, namely schools, sports clubs and

day and evenings shifts; however, based on anecdotal information,

public places, such as cafes, restaurants, hotels, cinemas and muse-

the direct support staff indicated that they were working longer

ums. Contact professions, such as hairdressers, nail studios and phys-

hours during the COVID-19 pandemic and, in some cases, had more

iotherapists, were also closed. Furthermore, public transport ran on

shifts due to the closure of work and day services usually attended

a scaled-down timetable with night trains and most intercity services

by people with intellectual disabilities. The extent to which this oc-

being cancelled. Although some shops decided to close temporarily,

curred differed across both the week and the direct support staff.

they were allowed to open provided they followed strict instructions
and restricted the maximum number of visitors. In addition, people

2.3 | Materials and procedure

could go out for a walk or visit others—provided they did so with no
more than two persons together and retained a 1.5-metre distance
at all times. Fines were introduced of up to €400 for individuals and

Given that the aim of this study was to identify the experiences and

€4,000 for companies who failed to comply with these measures.

needs of direct support staff during the initial COVID-19 lockdown in
the Netherlands (which lasted from 15 March to 11 May 2020), participants were invited to record weekly audio messages during this

2.4 | Analyses

period. The present authors decided to use audio messages, which
are comparable to self-recorded diaries whereby direct support staff

In accordance with a constructivist approach, the analyses tapped

self-recorded their experiences with respect to the lockdown period,

into the sense that direct support staff made of their experiences

as the method of data collection rather than conducting semi-struc-

of COVID-19. The audio messages were amalgamated into one tran-

tured interviews towards the end of the lockdown, because the lat-

script per individual and analysed using thematic analysis (Braun &

ter rely on the retrospective capacities of the participants, which

Clarke, 2006), which is a method for identifying, analysing and re-

may be subject to recall bias. The risk of potential recall bias has

porting patterns in data. The thematic analysis used to analyse the

been found to increase in crisis situations (Singh & Wilkes, 1996),

audio messages in this study comprised a six-phase process (Braun &

such as the COVID-19 pandemic, and hence, for the purposes of this

Clarke, 2006). First, two authors (TT and NF) carefully read through

study, audio messages were deemed to constitute the most reliable

the verbatim transcriptions of the audio messages in detail to famil-

data. Moreover, various healthcare professionals and managers indi-

iarize themselves with the data. Second, initial codes were induc-

cated that this method was the most convenient for the participat-

tively generated based on phrases that were of clear importance

ing direct support staff, who were already exceptionally busy during

for the study (i.e. related to the experiences of direct support staff

pandemic, insofar as they were able to determine for themselves

working during the COVID-19 pandemic). That is to say, there were

when they wanted to record the audio messages. Although the

no prior assumptions or particular theories that were guiding this

use of audio recordings prevented us from posing follow-up ques-

initial coding phase, which was conducted by the second and third

tions, the participants were clearly instructed in advance to describe

authors (TT and NF). The inter-rater reliability between these two

as many details and feelings as possible in their audio recordings.

sets of initial coding was calculated, resulting in an 85.5 per cent

Furthermore, in the third week of data collection, the authors also

level of agreement. Any disagreements were discussed with the first

engaged in brief telephone conversations with all of the participants

author (PE), before an agreed version of the final set of codes was

to reiterate these instructions.

established. Third, all of the codes (N = 484) were grouped together

In addition to the four brief questions that served as a guide-

by similarity and then subsequently collated into potential themes.

line for their reflections in each of the audio messages (How was

Codes that were wholly unrelated to the aims and objectives of

your day today? What have you been through today? What did you

the study were discarded into a miscellaneous category (e.g. staff

|
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comments on the butcher's delivery to the service). This procedure

3 | R E S U LT S

was performed by both the second and third authors (TT and NF).
Fourth, all authors (PE, TT and NF) jointly reviewed the themes for

The thematic analysis identified four distinct overarching themes:

internal homogeneity (i.e. the degree to which the codes in one

Emotional impact, Cognitive impact, Practical impact and Professional

theme cohered in a meaningful way) and external homogeneity (i.e.

impact. The overarching themes were divided into twelve subthemes,

the degree to which the codes in different themes could be clearly

which are displayed in Table 1. In addition to this, Table 1 also pro-

distinguished from one another). Fifth, the themes were defined and

vides the number of codes for each theme/subtheme and indicates

named by the second and third authors (TT and NF), before a nar-

how many participants contributed to each theme/subtheme.

rative structure with accompanying descriptions was subsequently
established in close collaboration with all of the authors (PE, TT and
NF). Finally, a scholarly report of the thematic analysis was jointly

3.1 | Overarching theme 1: Emotional impact

produced by all the authors, in conjunction with vivid and compelling
extracts from the participants.

This first theme reflects the various emotions that the direct support
staff experienced in their daily work during the COVID-19 pandemic.

2.5 | Ethical considerations

3.1.1 | Subtheme 1.1: The fear of becoming infected

Ethical approval for this study was granted by the Ethics Review
Board of [Tilburg University, the Netherlands] (RP149). In consulta-

Direct support staff described at great length their profound fear

tion with the Ethics Review Board and the data representative of

of becoming infected with COVID-19. Although this fear was pre-

[Tilburg University], all audio messages were sent by email to the

sent during the entire period of data collection, the direct sup-

third author, before then being safely stored on a secure server of

port staff primarily mentioned it at the beginning of the COVID-19

[Tilburg University]. The anonymity of the participants was retained

pandemic. At that time, protective equipment was only available

by concealing their names in the data via the use of pseudonyms.

for those working with people with intellectual disabilities who

TA B L E 1 Distribution of the 484 codes
across the themes and subthemes

Number of
codes

Number of participants that
contributed to the subtheme

Theme

Subtheme

Emotional impact

The fear of infection

63

9

Frustration and
disappointment

13

5

Sense of responsibility

10

5

Overwhelmed with
emotions

55

10

145

10

Total
Cognitive impact

Practical impact

Coping

19

7

Reflection

18

7

Problem-solving
attitude

27

7

Perseverance

13

6

Total

77

11

Impact of preventive
measures

90

11

Experiencing time
pressure

79

9

A lack of face-to-face
team meetings and
increased use of digital
consultation

25

4

194

11

68

9

Total
Professional
impact

Cooperation and
connectedness
between support staff
and other professionals

484

|
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were officially diagnosed with COVID-19. Given the long incu-

with a population who did not always understand the severity of

bation time of the virus, however, direct support staff worried

the situation, and, hence, did not always comply with the preven-

that they, in fact, may have unknowingly been working with peo-

tive measures. Furthermore, the fact that their well-established fear

ple who were infected with COVID-19, and, hence, had done so

was not being recognized by the government, such as, for exam-

without adequate protective equipment. This manifested in a fear

ple, during the weekly COVID-19 press conferences by the Dutch

that they themselves would become infected, but they were also

government, frustrated the direct support staff. Indeed, they were

scared that they would infect their own family and friends when

deeply disappointed that the intellectual disability field was largely

working without any protective measures against COVID-19. To

overlooked by the media. For example, as one direct support staff

reduce the risk of infection, direct support staff sometimes went

described, staff in hospitals received many gifts from business com-

to great lengths at home, by, among other things, retaining their

munities, whereas staff in the intellectual disability field were simply

distance from partners and children. In some cases, both the direct

invisible:

support staff and their partners worked with people with intellectual disabilities. In the following extract, one direct support staff

Talking about appreciation, ha, funny to mention. My

member shared his fear that both he and his partner would get

wife who works in the hospital comes home almost

infected with COVID-19:

every day after work with flowers, mugs, plants, chocolates, and more of those things – gifts. All donated

My biggest fear is that my partner and I will both be-

by the business community to our heroes in health-

come infected with the coronavirus. In that case, I

care. The present authors in the intellectual disability

don't know what to do with our children.

field do not see generous donors waiting to shower

[Direct support staff 9]

us with praise.
[Direct support staff 1]

One particularly complicated situation for direct support staff
was the contrast between the “inside world” (i.e. the healthcare
organization) and the “outside world” (i.e. the world outside the

3.1.3 | Subtheme 1.3: Sense of responsibility

healthcare organization). More specifically, they were struck by
the fact that, on the one hand, they had close contact with po-

Direct support staff described feeling a great sense of responsibility

tentially infected people with an intellectual disability without

towards the vulnerable people that they were supporting during the

wearing any protection, while, on the other hand, still having to

COVID-19 pandemic. This sense of responsibility pertained to both

function with the outside world and introduce very strict mea-

the physical and mental well-being of the people with intellectual

sures to avoid any contamination. In this respect, direct support

disabilities that they support. More specifically, the direct support

staff were afraid to act as a bridge between these two worlds, in

staff indicated that they did not want to have it on their conscience

which one could infect the other, which sometimes made them

that people with intellectual disabilities could become infected as

feel angry and misunderstood:

a result of their actions. Indeed, when people with intellectual disabilities did get infected, direct support staff invariably found it hard

I find it difficult to relate myself between that inner

to let go of the situation when they were at home. As one direct sup-

world [of the healthcare organisation] that is actually

port staff member noted:

open during work, and the open world [outside the
healthcare organisation] that is actually closed, but

They promised to let me know if the situation with

this is the case in the whole world – the whole world

the service user deteriorated or anything. Maybe I

is closed. That's tricky and difficult. How does that

shouldn't ask, but well – if I don't ask, they won't in-

make me feel? Sometimes it makes me sad, some-

form me. But in my head, I will keep thinking about it

times it makes me angry, it makes me desperate, and

anyway.

I often feel misunderstood. People [not working in

[Direct support staff 4]

healthcare] live ‘safely’ and the present authors have
to get out every day.

As well as this, the direct support staff's sense of responsibility
[Direct support staff 6]

also extended to the possibility of preventive measures with regard
to COVID-19 being relaxed. For example, they worried about poten-

3.1.2 | Subtheme 1.2: Frustration and
disappointment

tial new and unanticipated risks for people with intellectual disabilities
when the lockdown measures were lessened. According to one direct
support staff member:

Some direct support staff were frustrated about the risk they were

The morning didn't start too bright for me, actually.

forced to take every day by working without protective equipment

That's not me, actually. But yes, the news [on the

|
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easing of COVID-19 measures] again, thinking about

of the COVID-19 pandemic. This required direct support staff to

my beloved work. Yes, the easing of the measures

display a wide repertoire of skills to handle new and often complex

does not make me very happy.

situations, namely coping, reflection, problem-solving and persever-

[Direct support staff 6]
Finally, despite their expressed fear of becoming infected, the direct support staff clearly stated that when an individual with an intel-

ance. The present authors describe each of these in turn below.

3.2.1 | Subtheme 2.1: Coping

lectual disability was infected with COVID-19, they felt responsible to
support that person as best as they possibly could. They also tried to

Direct support staff described various coping strategies for handling

involve the stricken individual's family members as much as possible

stress during the COVID-19 pandemic. Specifically, some direct sup-

by calling them regularly for an update or by, for example, facilitating a

port staff reported seeking to neither talk nor think too much about

video call between the infected person and their family.

COVID-19 during their daily work, and instead just simply focused
on “doing their job.” As one direct support staff member noted:

3.1.4 | Subtheme 1.4: Overwhelmed with emotions

Yes, you start to think differently, like ‘oh, a service
user is coughing, what if he's infected with the coro-

As well as the fear of becoming infected, frustration and disappoint-

navirus?’ You should just not think about it because

ment, and the profound sense of responsibility they felt to service

otherwise I think you're going to go crazy.

users, direct support staff also experienced emotions that could

[Direct support staff 3]

fluctuate sharply across the course of the day. For instance, on the
one hand they described being excited when a service user or col-

In addition, direct support staff described using their common

league was cured of COVID-19 or when management showed their

sense and talking about the situation with colleagues or people they

appreciation to them for their efforts. Direct support staff also re-

felt comfortable with as alternative coping strategies. In this way, the

ported being enthused when family members of individuals with in-

direct support staff tried to gain perspective and avoid panicking.

tellectual disabilities made small, heart-warming and loving gestures:
A service user's sister has sent post cards. Super

3.2.2 | Subtheme 2.2: Reflection

sweet. Yes, to every service user in the group home.
The warmth, love, and creativity that comes with it at

Direct support staff described reflecting on the new situation and life

the moment, yes, that's very touching to see.

in general during the COVID-19 pandemic, by, among other things,

[Direct support staff 4]

asking themselves what is truly essential in their lives. Furthermore,
direct support staff reflected on positive things, such as the things

On the other hand, however, direct support staff also described

they were still able to do or how lucky they were that no one with

feelings of sorrow and suffering when they saw that people with intel-

intellectual disabilities in their group home was infected or passed

lectual disabilities missed their parents, or, alternatively, worried that

away of COVID-19. Finally, direct support staff reflected upon how

direct support staff, other people with an intellectual disability or fam-

they would uphold the recent positive developments and new-found

ily members might become infected and, as a result, pass away. When

knowledge when life returned to normal, such as the stronger de-

an individual with an intellectual disability had become infected with

gree of collaboration between group homes and day care facilities.

COVID-19, other service users worried immensely about them, despite
direct support staff trying to put them at ease:

… I am asking myself, and I just don't know, like, okay,
what if everything goes back to normal, can the pres-

… and with another service user, you could just see in

ent authors keep that sense of a ‘we-feeling’ and the

her eyes that she was concerned. You can keep it so

extra activities that are being offered to the service

small, but the service users are extra sensitive to that,

users now? Can the present authors continue with

and they can tell from your face that it's serious, and

this, or does it really depend on the corona mindset?

you really can't hide it. That was very difficult, yes.

That's an issue I’m dealing with right now.

[Direct support staff 4]

[Direct support staff 7]

3.2 | Overarching theme 2: Cognitive impact

3.2.3 | Subtheme 2.3: Creativity

The second overarching theme pertains to the challenges and

Working during the COVID-19 pandemic has necessitated di-

changes direct support staff underwent in their daily work as a result

rect support staff to come up with creative solutions and develop

486
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alternative ways of meeting and arranging day programmes for

temperature and blood saturation). In addition, direct support staff

people with intellectual disabilities who are unable to attend their

had to retain a 1.5-metre distance from service users at all times.

regular day care facilities. As the COVID-19 measures were on the

However, they stressed that doing so was almost impossible when

verge of being eased, support staff had to come up with innovative

working with people with intellectual disabilities. This was because,

solutions to adhere to this new reality within the group home. For

although direct support staff tried to keep their distance whenever

example, one group home turned their bicycle shed into a visiting

possible, physical contact constitutes a significant part of their work

area: two tables, separated by Plexiglas, which were decorated with

and, as such, was inevitable. This was particularly the case for those

plants and craftwork made by the service users themselves.

direct support staff who were working with people with severe to
profound intellectual disabilities, who require extensive support

Now the present authors are discussing with the man-

with eating/drinking and self-care.

agers how the present authors can possibly arrange
the family visiting. So we're asking our whole team

And what keeps challenging me at work is the fact that

for tips on how the present authors can have contact

the present authors cannot keep a 1.5-metre distance

with family and people with intellectual disabilities at

to others. Both in terms of care towards people with

a safe, appropriate distance.

an intellectual disability, but also among colleagues
[Direct support staff 3]

if the present authors have to support or care for a
person with intellectual disabilities together. Physical

3.2.4 | Subtheme 2.4: Perseverance

contact is simply inevitable then.
[Direct support staff 1]

Direct support staff showed immense perseverance during this

Another impact of the COVID-19 measures on direct support staff

COVID-19 pandemic; indeed, they carried out their job despite the

working with people with mild-to-moderate intellectual disabilities

very real fear of contamination, considerable adaptation in the after-

concerned the difficulties they faced explaining the COVID-19 mea-

math of COVID-19 measures and sometimes extra shifts as a result

sures and the multiple iterations of these measures in the pandemic

of staff shortages.

to these specific service users. One consequence of these difficulties
was that direct support staff had to regularly encourage people with

Some colleagues are ill for a long time already, so yes,

moderate-to-mild intellectual disabilities to adhere to the rules.

the present authors don't know when they'll return.
As a result, many shifts are still open, and the present

Slowly, by making many agreements with them, by

authors try to fill them with the fixed support staff.

speaking to them one-on-one, the present authors

But I’ve been working on a contract for 36 hr, so I

were able to explain what the present authors want

sometimes have to work more.

to do if..., what the present authors should do if..., in

[Direct support staff 3]

order to limit or prevent coronavirus contamination as
much as possible.

3.3 | Overarching theme 3: Practical impact
The third theme centres on the practical impact that COVID-19 had

[Direct support staff 10]

3.3.2 | Subtheme 3.2: Experiencing time pressure

on the daily work of direct support staff. Although direct support
staff reported a wide range of effects, such as people with intel-

Direct support staff reported experiencing more time pressure dur-

lectual disabilities not being able to attend their day care facilities

ing the COVID-19 pandemic for a variety of reasons, which, in turn,

anymore and having to use protective equipment, some of them also

resulted in direct support staff working in their own time:

recounted that their job continued as normal and that they were able
to provide support in much the same way that they usually did.

Days are often hectic these days. Because of the many
gaps in the schedule, I worked with temporary direct

3.3.1 | Subtheme 3.1: Impact of
preventive measures

support staff today. I knew that in advance, which is
why I started 20 min earlier – voluntarily, in my spare
time. This is to be able to read the reports properly,
and to be able to start the day on time.

Direct support staff described a wide range of additional procedures

[Direct support staff 1]

that they had to carry out when people with an intellectual disability became infected with COVID-19, namely that they had to wear

As well as this, the additional time required for both extra medical

protective equipment and provide extra medical care (e.g. measure

procedures for people with intellectual disabilities who were infected
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with COVID-19 and for applying the COVID-19 measures generally

the fact that people either talked at the same time or failed to add

caused notable challenges for direct support staff, as time was already

anything of substance to the meeting:

sparse due to the staff shortages:
These [team meetings] will probably take place digBecause the present authors only had four contact

itally in small groups, because Skyping with 20 col-

moments a day with the infected service users, and

leagues at the same time, that will probably end up

you still want to give them the attention they need.

with everyone constantly talking and shouting over

This meant that you spent a lot of time taking care of

each other.

one service user. Where you normally have the ser-

[Direct support staff 1]

vice users in a group, you now had to sit one-one-one
with the service user in their bedroom. When you're

On the other hand, digital modes of communication (e.g. Skype,

done, after 45/60 min, you first have to disinfect ev-

Zoom and Microsoft Teams) were widely used by direct support staff

erything as well.

for consultation with colleagues, conversations with people with
[Direct support staff 5]

intellectual disabilities and their relatives, as well as to carry out administrative tasks from their own home. Their experiences of digitally

Furthermore, people with intellectual disabilities were not permitted to go to their day care facilities due to the COVID-19 measures, so

communicating with people with intellectual disabilities varied greatly.
As one direct support staff member put it:

direct support staff who worked at the group homes also had to provide day care activities. At the same time, day care facility staff were

What is interesting is that some people with an in-

seconded to group homes, but this did not result in there being enough

tellectual disability with whom I have video calls ex-

staff to cover all the daily shifts. In combination with the staff short-

perience it as very unrestricted and less intimidating

ages, the direct support staff in the group home worked both longer

than face-to-face conversations. That is, some service

(extra) shifts and in their own time. Conversely, people with intellectual

users consider it to be convenient not to have direct

disabilities did not have to be transferred to their day care facilities,

eye contact. On the other hand, other people [ser-

which, in turn, resulted in more time for the direct support staff to en-

vice users and staff] miss the physical contact, me

gage in other activities.

included.

To ease the pressure on the daily schedule of the support staff,

[Direct support staff 2]

service providers decided to postpone most of the overarching coordination tasks of key support staff to a later date. However, precisely when this later date would be remained unclear. Although key

3.4 | Overarching theme 4: Professional impact

support staff understood this decision, most of them were also concerned about how they maintain good quality care in the long term,

Direct support staff worked together with many different groups of

when the focus was solely on providing daily support. Therefore,

people during the COVID-19 pandemic, reporting both positive and

some key support staff once again used their own time to continue

negative experiences of doing so.

to complete the most important coordination tasks:
And now that my work is under pressure, I often answer my email from home, in my spare time. This is far
from ideal, but it gives me a bit of peace that the most

3.4.1 | Subtheme 4.1: Collaboration and
connectedness between support staff and other
professionals

necessary communication continues.
[Direct support staff 1]

Despite the reported fear, time pressure and frustrations, direct support staff described that they were satisfied with the level of col-

3.3.3 | Subtheme 3.3: A lack of face-to-face team
meetings and increased use of digital consultation

laboration in their team. Indeed, a positive atmosphere and feelings
of connectedness with their colleagues were cited. However, there
were some preconditions for this strong collaboration to function:
no COVID-19 infections in the group home, not too many gaps in the

In accordance with the COVID-19 measures, all team meetings were

work schedule and working with familiar colleagues (no temporary

either cancelled or took place digitally. When the meetings were

support staff):

cancelled, direct support staff noticed that they missed being able
to coordinate with their colleagues on how best to support service

Well, tonight the present authors were lucky to work

users. Nevertheless, they were also hesitant about digital team

with four permanent and trusted team members, and

meetings, on the grounds that they were often ineffectual due to

it's nice to work like this. The present authors are well
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attuned to each other, so the evening programme

direct support staff that took part in the present study described

went smoothly.

that this fear sometimes manifested itself in feelings of anger and
[Direct support staff 1]

frustration, which, in turn, deleteriously impacted upon their mental
health. Previous studies lend support to this finding, insofar as they

The collaboration between direct support staff from group homes

have shown that supporting service users during an epidemic or pan-

and day care facilities was mostly reported as having been positive. A

demic may negatively affect the mental health of care professionals

significant precondition for effective collaboration between these pro-

themselves (Brooks, Dunn, Amlôt, Rubin, & Greenberg, 2018; Vyas,

fessionals was not to have too many direct support staff in one group

Delaney, Webb-Murphy, & Johnston, 2016). In particular, healthcare

home, especially in situations in which the communication between

professionals are at an increased risk of psychological distress, alco-

the two groups of direct support staff was suboptimal.

hol/drug misuse, insomnia and symptoms of anxiety, anger, burnout,

The contact between direct support staff and other profession-

post-traumatic stress disorder (PTSD) and higher perceived stress

als (e.g. psychologists, managers and doctors), was less frequent

(Embregts, van Oorsouw, et al., 2020; Stuijfzand et al., 2020). These

than prior to the COVID-19 pandemic. Direct support staff noticed

mental health problems appear to be related to organizational, so-

that they had less time to deliberate with other disciplines, because

cial, psychological and personal factors, which, in turn, potentially

they had to spend most of their time engaging in the direct care and

impede the quality of care and support provided to service users

support for people with intellectual disabilities. However, in those

(Stuijfzand et al., 2020). It should be noted, however, that although

instances in which direct support staff noticed that professionals

the rapid reviews by both Stuijfzand et al. (2020) and Embregts, van

from other disciplines showed concern regarding their situation,

Oorsouw, et al. (2020) provide relevant insights with respect to the

they appreciated it very much:

explanatory factors behind the mental health problems of healthcare professionals in both general health care and long-term elderly

It is very much appreciated that psychologists call.

care, there are hitherto no studies examining the direct support staff

They [psychologists] shouldn't worry that their calls

working with people with intellectual disabilities.

are inconvenient, because when that's the case the

Notwithstanding the fears expressed by direct support staff of

present authors [direct support staff] simply don't

being infected with COVID-19, they also noted that they felt a sense

answer the phone. And uhm… the present authors al-

of responsibility to continue the support they provide to people with

ways try to call the psychologists back if the present

intellectual disabilities. In order to continue to provide good support

authors see that they have called.

in challenging circumstances, they sometimes worked from home in

[Direct support staff 2]

their own time and/or began their shifts early to have more time
to prepare and read all the reports carefully. At other times, based

4 | D I S CU S S I O N

on anecdotal newspaper reports in the Netherlands, they have even
gone so far as to “lock” themselves in the group homes to support
service users 24/7, in order to reduce the risk of contamination for

In the present study, eleven direct support staff working with people

the people they support. This sense of responsibility for and loyalty

with intellectual disabilities recorded weekly audio messages for the

to their service users speaks to the vital role that direct support staff

purposes of gaining insight into their experiences and needs during

play in the lives of people with intellectual disabilities. A high-quality

the initial phase of the COVID-19 lockdown in the Netherlands. The

interpersonal relationship between staff and service users, of which

thematic analysis of the data identified four emergent overarch-

compassion and considerate involvement are two key components,

ing themes: Emotional impact, Cognitive impact, Practical impact and

is obligatory for good quality care and effective support (Hermsen &

Professional impact.

Embregts, 2015), which, in turn, helps to prevent lonesomeness and

In the audio recordings, the direct support staff discussed at

(mental) health problems (Bigby, Clement, Mansell, & Beadle-Brown,

considerable length how fearful they were of being infected with

2009) and to positively impact upon the quality of life of the service

COVID-19. Most notably, in light of the long incubation time of

users (Schalock, 2004). It would be interesting for future studies to

the coronavirus, they were worried that they had unknowingly

address this issue in greater detail, as part of the challenge for direct

worked with people with intellectual disabilities who were infected

support staff is the increased professional demands placed upon

with COVID-19 without adequate protective equipment, resulting

them at a juncture when both personal threats (to their health) and

in the dual fear of infecting both themselves and their family and

family stress are also eminent (Stuijfzand et al., 2020).

friends. However, this fear appears to not be specific to COVID-19,

In addition to this, the direct support staff involved in the pres-

but rather is a common feature of all epidemics/pandemics. In their

ent study also stressed the importance of appreciation and com-

rapid review of studies that focused on the psychological impact of

munication. Specifically, they greatly appreciated it when other

epidemics and pandemics on the mental health of healthcare profes-

professionals, such as their manager or a psychologist, for exam-

sionals, Stuijfzand et al. (2020) reported that healthcare profession-

ple, expressed concern with their situation and contacted them

als not only fear for the safety of those that they support, but rather

to ask how they were doing. Moreover, clear communication from

also for their own health and that of their family members. The

the healthcare organization was also noted to be of paramount
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importance, specifically with respect to internal policy regarding vis-

future as and when service users return to their day care facilities.

its and the use of protective equipment. Indeed, while communica-

Establishing clear agreement and being receptive to each other's

tion is always important, this is especially the case in crisis situations

perspectives are important aspects in this respect.

(World Health Organization, 2020c). In many countries, healthcare

Notwithstanding these implications, the present study should

organizations have organized COVID-19 crisis teams (World Health

be interpreted with some limitations in mind. First, audio messages

Organization, 2020c), to which employees can pose questions with

were used to collect the data. These audio messages are comparable

respect to the COVID-19 pandemic and receive guidance about how

to self-recorded diaries, whereby direct support staff self-recorded

to act in particular situations. These crisis teams are often also given

their experiences with respect to the COVID-19 pandemic on the

the assignment to communicate the internal policy of their health-

basis of some brief questions that served as a guide for their reflec-

care organization. To support these crisis teams in the Netherlands

tions. This method of data collection was deemed to provide reliable

with any queries that were raised in this unique situation, research-

data as a result of the reduced risk of recall bias, as well as being con-

ers affiliated with the Dutch Association of Academic Collaborative

venient for the participating direct support staff who were already

Centres for Intellectual Disabilities jointly researched scientific

exceptionally busy during this period, insofar as they were able to

knowledge on this subject and made this information available to

decide when to record the audio messages. While this prevented us

healthcare practitioners. Initially, the questions from the crisis teams

from posing follow-up questions, the participants were nevertheless

were answered using a standard scientific template, but in order to

clearly instructed in advance to describe as many details and feelings

also make the results accessible and available to direct support staff,

as possible in their audio recordings. Moreover, in the third week of

service users and their relatives, accessible summaries and easy-to-

data collection, the authors briefly talked with all the participants

read summaries were also subsequently created (Embregts, Leusink,

over the phone to repeat these instructions. Second, although the

et al., 2020).

findings of this study did not reveal differences between the par-

The present study has various implications for policy and prac-

ticipants based on age, gender or their current job experiences, this

tice. First, it is important to recognize the emotional impact of the

study had a small sample size, and, as such, it would be interesting

COVID-19 pandemic on direct support staff working with people

for future research to study these potential demographic differ-

with intellectual disabilities. Paying attention to and acknowledging

ences on a larger scale. Third, as with all qualitative studies, possible

their fear of being infected is vital for both (local) governments and

researcher bias could have occurred. To mitigate the effects of this

healthcare organizations, insofar as it is likely that this would have

bias, the analysis and interpretation of the research were subject to

a positive effect on the continuity of the teams of direct support

review by the research team. That is, the research team collectively

workers. Moreover, in accordance with Embregts, van Oorsouw,

reflected on and challenged the decisions and conclusions that were

et al. (2020) recommendation, the provision of clear information

drawn from the data. Fourth, in line with the purpose of conduct-

from healthcare organizations and COVID-19 crisis teams is of

ing qualitative research, the small sample size in the study raises

paramount importance for assuaging these fears. For example, di-

the question of whether the current findings can be generalized.

rect support staff need clear information so as to be able to work

Moreover, it would have been interesting to explore the effect of

more effectively with preventive measures (e.g. face masks, gloves

confounding factors, such as the impact of COVID-19 on the per-

and aprons) and cope with families that disagree with the visitor

sonal and domestic lives of the direct support staff, on the findings

ban, but also in order to help eradicate unsubstantiated rumours

of the present study. Hence, future research should seek to take

about the lack of preventive measures. Second, the present re-

these aspects into account. Finally, this study focused on the experi-

search also has implications for aiding direct support staff in their

ences and needs of direct support staff during the initial phase of the

transformed work environment. Specifically, this study has shown

COVID-19 lockdown in the Netherlands. While the study provides

that working within the confines of the new preventive measures

useful insights for potential future lockdowns, it is safe to assume

has had an enormous impact on their work, namely in terms of

that the current pandemic will continue until a vaccine is found.

enhancing the time pressure they experience. To reduce this pres-

Therefore, as a follow-up to the audio messages used in this study,

sure, healthcare organizations decided to postpone most of the

direct support staff who took part in this study will be interviewed

overarching coordination tasks performed by key support staff to

at various points in the next year to further inquire into some of the

an unspecified date. This decision led to concern among key direct

topics that emerged in the audio messages.

support workers about how they could maintain good quality care

Despite these limitations, this study provides relevant insights

in the long term. It is essential that healthcare organizations em-

into the experiences and needs of direct support staff working with

phasize that direct support staff are not alone responsible for this

people with intellectual disabilities during the initial phase of lock-

endeavour and that they can count on the healthcare organization

down in response to the COVID-19 pandemic in the Netherlands.

in general and on managers and psychologists in particular. Finally,

It would be valuable to develop an online survey, based on the

given that the collaboration between direct support staff from

findings outlined in this paper, and administer it to a large group of

group homes and day care facilities were mostly cited as being

professionals, which, in turn, would result in more generalizable in-

positive during the COVID-19 pandemic, it is important to jointly

sights into the effects of the pandemic. This information would help

discuss how this positive change could be maintained in the near

governments and healthcare organizations prepare for and rapidly
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intervene in the event of either a potential second wave of COVID19 or a new infection outbreak.
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