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Abstract

Background: The COVID-19 pandemic poses risks to the quality of life (QoL) of rela-

tives of individuals with intellectual disabilities. This paper investigates relatives' QoL

and associated risk and buffering factors before and during the pandemic.

Method: Surveys were administered to three samples of relatives in the Netherlands

in 2019 (N = 105) and during the first waves of COVID-19 in June (N = 207) and

October 2020 (N = 332). Associations between QoL and care burden, care compe-

tence, social support, and resilience, and changes over time were analysed using

(logistic) regressions.

Results: No significant changes in overall QoL nor its domains were found. Care bur-

den was negatively associated with QoL and increased during the pandemic. Care

competence was lower than in 2019. Competence, social support, and resilience

were positively associated with QoL.

Conclusions: Although relatives' QoL remained stable, the pandemic poses non-

negligible risks to their wellbeing. It is, therefore, crucial to provide relatives with ade-

quate support.
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1 | INTRODUCTION

Relatives, such as parents and siblings, often play a pivotal role in

the lives of and care for people with intellectual disabilities

(e.g., Beentjes & Cardol, 2012; Kamstra et al., 2015). Several

positive effects of being a relative have been described in the

literature, such as an increased sense of purpose in life, having

more patience, and being more appreciative of the small things in

life. The family member with intellectual disabilities is also men-

tioned as a source of joy (Beighton & Wills, 2019; Yoong &

Koritsas, 2012).

Despite these positive effects, providing care for an individual

with intellectual disabilities can be demanding. Considerable research

has shown that relatives of individuals with intellectual disabilities can

experience physical and psychological strain, depression, and high

levels of stress and anxiety (Gallagher et al., 2008; Panicker &

Ramesh, 2019; Patton et al., 2018; Raina et al., 2005). Several studies

indicate that caring for individuals with intellectual disabilities has a

negative impact on relatives' quality of life (Lin et al., 2009; Staunton

et al., 2020; Yoong & Koritsas, 2012), which is defined by the World

Health Organisation as “an individual's perception of their position in

life in the context of the culture and value systems in which they live
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and in relation to their goals, expectations, standards and concerns”
(WHOQOL Group, 1995, p. 1405). The Schalock model of quality of

life describes it as a broad concept that is composed of eight core

domains, such as emotional wellbeing, physical wellbeing, interper-

sonal relations, social inclusion, and material wellbeing (Schalock &

Verdugo, 2002).

Various factors could influence relatives' wellbeing and quality of

life. The stress process model of Pearlin et al. (1990) suggests that a

caregiver's wellbeing is influenced by factors such as social support,

constriction of social life, the family member's behaviour, overload,

self-esteem, and competence. COVID-19 and the preventative mea-

sures can be regarded as additional stressors for relatives who care

for an individual with intellectual disabilities, and has an impact on

buffering and risk factors within their stress process (Budnick

et al., 2021). At the beginning of the COVID-19 pandemic, govern-

ments worldwide have imposed several social distancing and isolation

measures to prevent the spread of infection (Ritchie et al., 2020).

These measures gradually changed, depending on the number of

infections (Rijksoverheid, 2020; VGN, 2020).

The negative impact of the pandemic and associated preventative

measures on the quality of life and mental health of people in the gen-

eral population has received much attention in research (e.g., Epifanio

et al., 2021; Passavanti et al., 2021; Pieh et al., 2020; Xiong

et al., 2020). Relatives of individuals with intellectual disabilities might

be disproportionately affected by the pandemic (Burnett et al., 2021;

Grumi et al., 2020; Mak et al., 2021). In line with this, a study by Will-

ner et al. (2020) during the lockdown showed that relatives of people

with intellectual disabilities reported significantly higher levels of anxi-

ety, depression and defeat than relatives of people without intellec-

tual disabilities.

Due to the preventative measures, there were limited possibili-

ties for social and professional support for relatives who care for an

individual with intellectual disabilities. Relatives might have decided

to follow more stringent restrictions on their social lives to protect

the health of their relatives with intellectual disabilities, resulting in

reduced experienced social support (Embregts et al., 2021; Mak

et al., 2021). Furthermore, the preventative measures have led to

an increased reliance on informal caregivers while the majority of

services and support systems were withdrawn, making it more diffi-

cult to combine professional, domestic and caregiving tasks, and

increasing experienced burden (Budnick et al., 2021; Gillespie-Smith

et al., 2021; Rogers et al., 2021; Wos et al., 2021). This is especially

demanding for people whose relatives with intellectual disabilities

show more behavioural challenges as a result of the isolation and

change in routine and structure (Bentenuto et al., 2021;

Courtenay & Perera, 2020; Gillespie-Smith et al., 2021; Wolstencroft

et al., 2021).

Several studies have investigated the experiences of relatives and

the impact of the pandemic on mental health outcomes of relatives

such as stress, depression, and anxiety (Asbury et al., 2021; Burnett

et al., 2021; Linehan et al., 2022; Redquest et al., 2021; Rogers

et al., 2021; Willner et al., 2020). Less is known about the impact on

their quality of life. Studies on the quality of life among relatives of

individuals with developmental disabilities during the pandemic, sug-

gest a decrease in quality of life compared with 2019 (Cankurtaran

et al., 2021; Pecor et al., 2021). It is unknown from these studies what

factors are related to these changes in quality of life. Furthermore, rel-

atives in these studies rated their quality of life prior to or during the

pandemic retrospectively, creating a risk for recall bias. A longitudinal

study among parents of children with intellectual disabilities found no

change in life satisfaction (Bailey et al., 2021). However, this study

was conducted among mostly mothers of young children during only

the first months of the pandemic. These findings are therefore limited

to this group of relatives and the short-term impact of the COVID-19

pandemic.

While ample research has been carried out regarding quality of

life and potential risk and buffering factors among relatives of indi-

viduals with intellectual disabilities (Lin et al., 2009; Staunton

et al., 2020; Yoong & Koritsas, 2012), longitudinal knowledge is lim-

ited in the context of COVID-19. Investigating the impact on qual-

ity of life and its buffering and risk factors is vital to gain insight

into how relatives could be supported in their caregiving role and

how their mental health could be protected during the pandemic.

The current study therefore aimed to monitor the overall and sepa-

rate domains of quality of life experienced by relatives of individ-

uals with intellectual disabilities at two time points during the

pandemic, and compare this to 2019 (i.e., the year before the out-

break in the Netherlands). Based on the stress process model

(Pearlin et al., 1990), four potential buffering and risk factors were

monitored and investigated to provide insight into the process of

potential changes in quality of life during the pandemic: care bur-

den, care competence, social support, and resilience. These factors

might have been influenced by the restrictive measures during the

pandemic or could play a vital role in protecting quality of life. To

this end, two research questions were investigated:

1. What is the quality of life among relatives of individuals with intel-

lectual disabilities in June 2020 and October 2020 (i.e., the first

two waves of the COVID-19 pandemic in the Netherlands), and

how has this developed since 2019?

2. What is the relationship between quality of life and care

burden, perceived competence, social support, and resilience

during the pandemic, and how have perceived care burden and

competence developed during the pandemic and in comparison

to 2019?

2 | METHODS

2.1 | Design and procedure

Three surveys were conducted among relatives of individuals with

intellectual disabilities in the Netherlands. In different compositions,

four relatives were involved as experiential experts in developing the

surveys. They received the draft versions of the surveys and provided

feedback regarding the use of language, the lengths of the surveys
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and the content. These ensured topics relevant in practice were cov-

ered and questions were correctly interpreted.

Surveys were sent out at two time points during the COVID-19

pandemic. The first survey was conducted at the end of the first wave

of COVID-19 in the Netherlands, from June 4, 2020 to June 30, 2020

(Wave 1). The second survey was conducted during the second wave

of COVID-19 in the Netherlands, from October 19, 2020 to

November 9, 2020 (Wave 2). Reminders for these surveys were sent

after 10 days. Data from a survey on quality of life that was con-

ducted from August 22, 2019 to November 8, 2019 was used as a

comparison (2019). Reminders to complete this survey were sent after

2 weeks.

2.1.1 | Preventative measures during the first two
waves

In the Netherlands, the first wave of the pandemic occurred from

March until June, 2020. From March 12th, a work-from-home order

was implemented. From the second half of March, measures pro-

ceeded into a lockdown. Childcare centers and various recreational

facilities (e.g., restaurants and sport accommodations) had to close,

and supported daytime activities for people with intellectual disabil-

ities were cancelled. Additionally, no more than three visitors were

allowed at home, and visitors were not allowed in care organisations

and other living arrangements for people with intellectual disabilities.

With restrictions, most facilities reopened from May 11th on. By the

end of June, most measures were relaxed to some extent. However,

when the second wave commenced in September, new measures

were imposed. In October 2020, a partial lockdown was declared.

No more than three visitors were allowed at home, and further

restrictions and guidelines regarding hygiene and physical distance

were in place for visitors in living arrangements for people with intel-

lectual disabilities. Restaurants were only open for takeaway, work-

ing from home was mandatory, and public events were forbidden.

This lockdown was strengthened on November 3rd, with additional

restrictions for visitors and a lockdown of recreational facilities

(Rijksoverheid, 2020; VGN, 2020).

2.1.2 | Ethical considerations

Prior to enrolling for the study and upon receiving each survey, partic-

ipants were informed about the aim and procedure of the study, pre-

sentation of results retrieved from the data, and privacy regulations.

The e-mail address and telephone number of a fieldwork coordinator

were provided, and participants were encouraged to contact in case

they desired any further information. Participating was voluntary and

all participants provided informed consent. The data were analysed

anonymously, and processed in accordance with the General Data

Protection Regulation. According to Dutch legislation, approval by a

Medical Ethics Committee is not obligatory for carrying out this type

of research.

2.2 | Participants

2.2.1 | Study population

Relatives were included if they were immediate family members

(i.e., parents, siblings, partners or children), extended family members

(i.e., aunts, uncles or cousins), close friends or otherwise closely

related to an individual with intellectual disabilities. Professional care-

givers were not included. The surveys were distributed among 443 rel-

atives during Wave 1, and 542 during Wave 2. As a result of the

recruitment procedure in 2019, it is unknown how many people were

invited for this survey. The response rates at Wave 1 and Wave

2 were 60% and 65%, and data from 105 participants in 2019,

207 participants at Wave 1, and 332 participants at Wave 2 were

included in the analyses. The demographics of participants and their

family members with intellectual disabilities are shown in Table 1.

Not all participants who responded to the survey in 2019 or at

Wave 1, took part in the subsequent survey(s). From the included par-

ticipants, 37 responded to all surveys, 26 to the first two surveys,

16 to the survey in 2019 and at Wave 2, and 124 during both waves.

Some participants took part in just one of the surveys, with 26 only

participating in 2019, 20 only at Wave 1, and 155 participants who

responded solely to the Wave 2-survey.

2.2.2 | Recruitment

Participants for the 2019 survey were recruited using two different

sources. First, the survey was distributed among all members of the

Dutch Panel Living Together, consisting of approximately 350 relatives

of people with mild or moderate intellectual or developmental disorder.

These relatives were previously recruited by care organisations for peo-

ple with intellectual disabilities and general practitioners. These panel

members receive a yearly survey on the social participation of their

family member (Boeije & Voss, 2021). Solely panel members who stated

online participation as their preference, rather than on paper, were

invited. Second, participants were recruited through the networks of

two Dutch Academic Collaborative Centers. These centers collaborate,

among others, with health care organisations for people with intellec-

tual disabilities. Associated health care organisations sent out (digital)

invitation letters through staff, parent associations, and local client

councils. Participants received the surveys online.

At Wave 1 and Wave 2, all members of the Panel Living Together

were invited to participate. For panel members who preferred receiv-

ing questionnaires on paper, a paper version of the survey was devel-

oped. Additionally, all participants who were previously recruited

through the Dutch Academic Collaborative Centers and who had indi-

cated in 2019 they were interested in participating in future research

on quality of life, were invited to fill out a subsequent online survey.

Moreover, an invitation was distributed through a newsletter for a

national program on people with disabilities and their relatives of the

Dutch Ministry of Health, Welfare and Sport at Wave 2. Participants

recruited in this manner received the survey online.
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2.3 | Measures

2.3.1 | Outcome variables

Quality of life was measured using the Dutch version of the

WHOQOL-BREF, which contains 26 items (de Vries & van

Heck, 1996; WHO, 1996). Participants rate all items based on their

experiences during the past 2 weeks on five-point scales. On two

items, participants rate their overall quality of life (“How would you

rate your quality of life?”) and general health (“How satisfied are you

with your health?”). The overall quality of life was established with

the first item in all three surveys. The other 24 items are related to

four domains of quality of life: physical health (e.g., “How much do

you need any medical treatment to function in your daily life?”), psy-
chological health (e.g., “How often do you have negative feelings such

as blue mood, despair, anxiety, depression?”), social relationships

(e.g., “How satisfied are you with the support you get from your

friends?”), and relationship with the environment (e.g., “How healthy

is your physical environment?”). Items measuring the separate

domains were included in 2019 and Wave 2. In accordance with the

guidelines, the domain scores were transformed into a linear scale

from 0 to 100 (WHO, 1996). Internal consistencies for all scales were

satisfactory at both time points, with Cronbach's alpha values ranging

from .83 to .88 for the physical health domain, .81 to .84 for the

TABLE 1 Demographic characteristics of participants and their family members with intellectual disabilities on each survey

2019 (N = 105) Wave 1 (N = 207) Wave 2 (N = 332)

n % n % n %

Age participants

<65 years old 61 58 88 43 139 43

65+ years old 44 42 119 57 188 57

Gender participants

Female 66 63 147 71 220 67

Male 39 37 60 29 109 33

Relationship participant-family member

Mother (step�/foster�/adoptive�/�in law) 34 34 88 43 133 41

Father (step�/foster�/adoptive�/�in law) 12 12 41 20 70 21

Brother/sister (in law) 38 38 68 33 103 32

Daughter/son (step�/�in law) 0 0 2 1 5 2

Uncle/aunt/cousin 2 2 1 1 6 2

Partner 1 1 0 0 3 1

Close friend 0 0 4 2 2 1

Other 13 13 3 1 5 2

Age family members

≤30 years old 22 21 23 11 68 21

31–49 years old 41 39 100 50 129 39

50–64 years old 23 22 46 23 78 24

65+ years old 19 18 33 16 53 16

Gender family members

Female 36 35 96 46 147 45

Male 68 65 111 54 180 55

Severity of intellectual disabilities

Mild 30 29 85 41 132 44

Moderate 25 24 90 43 105 35

Severe/profound 50 48 32 15 63 21

Living situation family members

Care organisation 81 77 91 44 128 41

Small-scale residential facility 7 7 69 33 117 37

Family home 9 9 35 17 40 13

Living independently 8 8 12 6 31 10

Note: Missing values are not included in the table and in calculating the percentages.
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psychological health domain, .65 to .76 for the social relationships

domain, and .80 to .83 for the relationship with the environment

domain.

2.3.2 | Buffering and risk factors

The Self-Rated Burden Scale (van Exel et al., 2004) was included in all

three surveys to measure experienced care burden. This is a single-

item scale in which participants rate their care burden on a scale of

0 (no burden) to 10 (too much burden). All three surveys also included

a question to measure perceived competence to care (“Do you feel

competent enough to support and provide guidance to your relative

with a disability in this period?”), which was answered on a scale rang-

ing from 1 (absolutely) to 5 (absolutely not).

Social support was measured in Wave 2 using a modified version

of the Multidimensional Scale of Perceived Social Support (MSPSS;

Zimet et al., 1988). The MSPSS consists of 12 items covering three

subscales (i.e., support from a special person, family, and friends) and

was translated to Dutch. The items were rated on a scale ranging from

one (very strongly disagree) to five (very strongly agree) instead of the

original seven-point Likert scale. Reliability for the global score of

MSPSS was satisfactory (α = .92). Internal consistencies of the three

subscales were good, with Cronbach's alphas ranging from .91 to .94.

To measure resilience, a Dutch version of the Resilience Evalua-

tion Scale (van der Meer et al., 2018) was included in Wave 2. This

questionnaire measures resilience with nine self-rating items rated on

five-point Likert scales. Scores on these items can be added to com-

pute a total score and scores on two subscales: self-efficacy and self-

confidence. Higher scores reflect more resilience. Internal consisten-

cies for the total score (α = .94), self-efficacy subscale (α = .93), and

self-confidence subscale (α = .90) were satisfactory.

2.3.3 | Demographics

In addition to the outcome, buffering and risk variables, several demo-

graphic questions were included about the relatives and the individ-

uals with intellectual disabilities. These included the living situation of

individuals with intellectual disabilities, the severity of their disability,

the relationship between relatives and people with intellectual disabil-

ities, age, and gender.

2.4 | Data analysis

Results were analysed using Stata 16.0 (StataCorp., 2019). Differ-

ences over time in quality of life, care burden, and care competence

were analysed using logistic and linear regressions. To this end, the

three measurement times were dummy coded. These analyses were

adjusted for clustering. In cases of missing values on the unique iden-

tification number, participants were therefore excluded from the ana-

lyses. For the analyses, overall quality of life, as measured using the

single item of the WHOQOL-BREF, and care competence were

dummy coded.

To increase the likelihood that retrieved differences were a result

of changes over time rather than differences between samples, results

were weighted for gender and age of the participants, and for the liv-

ing situation of the people with intellectual disabilities and the sever-

ity of their disability. Since no information is available regarding the

size and composition of the population of relatives of people with

intellectual disabilities in the Netherlands, this weighting was based

on the characteristics of relatives participating at Wave 2. Accordingly,

results concerning the associations of buffering and risk variables with

quality of life at Wave 2 were not weighted.

The relation between quality of life and buffering and risk variables

were analysed using logistic regression analyses. On account of the

number of observations, a separate analysis was conducted for each

potential predictor. To reduce the risk for Type 1 errors due to multiple

comparisons, all results were considered significant when p < .01.

Some participants did not complete all items in the surveys. In

cases of missing data on weighting variables at 2019 and Wave 1, par-

ticipants were excluded from the analyses. Most results are based on

the number of responses on a specific question. The results of the

WHOQOL-BREF form an exception. Missing data in the WHOQOL-

BREF were imputed as prescribed by the procedure for this instru-

ment (WHO, 1996). Analyses on quality of life were subsequently

executed on complete cases on the relevant items.

3 | RESULTS

3.1 | Developments over time

Table 2 depicts the quality of life, buffering and risk variables on the

three measurement points. Overall quality of life was rated as good or

very good by over 75% of participants on the single item of the

WHOQOL-BREF across all time points. Logistic regression analyses

revealed no significant changes in quality of life during the pandemic.

No significant change in overall quality of life between Wave 1 and

2019 (p = .438), Wave 2 and 2019 (p = .336), nor between the two

waves (p = .789) was found. Additionally, the physical, psychological,

social relationships, and environment domains of quality of life did not

significantly differ between Wave 2 and 2019 (p = .653, p = .012,

p = .260, and p = .144, respectively).

At Wave 2, the mean rating of care burden was 5.2 (range 0–10).

This was significantly higher than at Wave 1, when the mean was

4.2, b = 1.00, SE = 0.25, p < .001, 95% CI [0.51, 1.49]. No significant

differences with 2019 were found for Wave 1 (p = .261) and

Wave 2 (p = .459).

Approximately 84% of participants perceived themselves to be

probably or certainly competent to care for their relatives at Wave

2. This is significantly lower than in 2019, when 96% felt competent,

b = �1.48, SE = 0.47, p = .002, OR = 0.23, 95% CI of OR [0.09,

0.57]. A similar decrease was found from 2019 to Wave

1, b = �1.49, SE = 0.50, p = .003, OR = 0.23, 95% CI of OR
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[.08, .60]. This indicates that the odds of feeling probably or certainly

competent were 77% lower at each wave than in 2019. There was

no significant change in perceived care competence between both

waves (p = .974).

On average, total social support, and social support from family

and friends was rated as a 3.5 (range = 1–5) at Wave 2. Social sup-

port from significant others was rated as a 3.7. Total resilience and

both resilience domains had mean scores of 3.8 to 3.9 at Wave

2 (range = 1–5).

3.2 | Quality of life predictors during the second
wave of the pandemic

Table 3 provides information regarding care burden, care competence,

social support, and resilience in relation to experiencing a (very) good

overall quality of life at Wave 2. All predictors were significantly

related to overall quality of life.

Lower scores on perceived care burden significantly predicted a

(very) good overall quality of life at Wave 2. The mean of perceived

TABLE 2 Estimated means and percentages of quality of life, care burden, care competence, social support, and resilience, as reported by
participants at each time point

Quality of life/predictor Domain

2019 Wave 1 Wave 2

M/% [95% CI] n M/% [95% CI] n M/% [95% CI] n

Quality of life Total (% good) 81.1%

[71.3, 91.0]

105 76.5%

[70.5, 82.5]

206 75.6%

[70.8, 80.3]

315

Physical 76.1

[70.5, 81.6]

105 74.8

[73.0, 76.6]

307

Psychological 75.0

[71.2, 78.9]

105 70.1

[68.5, 71.6]

308

Social relationships 70.0

[65.3, 74.7]

104 67.3

[65.3, 69.3]

298

Environment 82.0

[78.3, 85.6]

104 79.2

[77.8, 80.6]

307

Care burden 4.8

[3.8, 5.9]

93 4.2

[3.8, 4.7]

182 5.2

[4.9, 5.6]

291

Care competence (% competent) 95.9%

[92.3, 99.4]

93 83.9%

[78.5, 89.3]

203 84.0%

[80.0, 88.0]

319

Social support Total 3.5 [3.4, 3.6] 289

Significant others 3.7 [3.6, 3.8] 300

Family 3.5 [3.4, 3.6] 301

Friends 3.5 [3.4, 3.6] 298

Resilience Total 3.9 [3.8, 3.9] 292

Self-efficacy 3.9 [3.8, 3.9] 296

Self-confidence 3.8 [3.8, 3.9] 301

TABLE 3 Perceived care burden, care competence, social support, and resilience in relation to overall quality of life at wave 2

Predictor Subscale

(Very) Good quality of life Logistic regression of quality of life

M/% [95% CI] n b SE p OR [95% CI of OR]

Care burden 4.7 [4.4, 5.1] 212 �0.31 0.06 <.001 0.73 [.65, .83]

Care competence (% competent) 88.1 [83.9, 92.3] 235 1.02 0.33 .002 2.77 [1.46, 5.25]

Social support Total 3.6 [3.5, 3.7] 215 0.66 0.18 <.001 1.93 [1.35, 2.76]

Significant others 3.8 [3.7, 3.9] 222 0.46 0.13 .001 1.59 [1.22, 2.07]

Family 3.6 [3.4, 3.7] 224 0.36 0.13 .007 1.43 [1.10, 1.85]

Friends 3.5 [3.4, 3.6] 221 0.43 0.15 .005 1.53 [1.14, 2.07]

Resilience Total 3.9 [3.8, 4.0] 217 0.63 0.20 .001 1.87 [1.27, 2.76]

Self-efficacy 3.9 [3.8, 4.0] 221 0.42 0.18 .019 1.52 [1.07, 2.15]

Self-confidence 4.0 [3.9, 4.1] 224 0.83 0.19 <.001 2.30 [1.59, 3.34]

Note: n = number of respondents that rated their overall quality of life as (very) good.
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care burden was 4.7 when overall quality of life was rated as (very)

good. The odds of having a (very) good quality of life decreased when

more care burden was experienced.

High perceived care competence significantly predicted a (very)

good overall quality of life. The odds of experiencing a (very) good qual-

ity of life were 2.77 times higher for participants who perceived them-

selves to be competent than for those who did not feel competent.

Total social support significantly predicted quality of life, with

higher degrees of perceived social support being associated with a

greater odds of experiencing a (very) good quality of life. This associa-

tion was found for total social support, and social support from signifi-

cant others, family members and friends. Total resilience and its

subscale self-confidence were similarly found to be significant positive

predictors of a (very) good quality of life. Self-efficacy, however, was

no significant predictor of a (very) good quality of life.

4 | DISCUSSION

The COVID-19 pandemic has been shown to negatively impact peo-

ple's mental health and quality of life (e.g., Epifanio et al., 2021;

Passavanti et al., 2021; Pieh et al., 2020; Xiong et al., 2020). For rela-

tives of individuals with intellectual disabilities, who are already under

more pressure than the general population (e.g., Lin et al., 2009; Patton

et al., 2018; Staunton et al., 2020), the pandemic can be regarded as an

additional stressor that has an impact on various factors within their

stress process (Budnick et al., 2021; Pearlin et al., 1990). This makes it

relevant to be vigilant about their situation. This study monitored rela-

tives' quality of life and potential buffering and risk factors during the

first two waves of the pandemic in the Netherlands, and compared

them to 2019, the year before the pandemic.

The overall quality of life was rated as (very) good by over 75% of

the relatives on all three measurement points. Contrary to what might

have been expected from findings in the general population

(e.g., Epifanio et al., 2021), the mental health of relatives during the

pandemic (e.g., Grumi et al., 2020; Mak et al., 2021; Pieh et al., 2020;

Xiong et al., 2020), and retrospective studies concerning changes in

quality of life among relatives (Cankurtaran et al., 2021; Pecor

et al., 2021), no significant changes were found in overall quality of

life nor its separate domains. This extends the longitudinal study by

Bailey et al. (2021) in the United Kingdom, which found no significant

difference in general life satisfaction between the period 2.5 years

prior to lockdown and the first lockdown in March 2020.

Importantly, the present study indicates that the pandemic poses a

considerable risk for relatives' quality of life, as there was an increase in

risk factors and a decrease in buffering factors. In the current study,

higher levels of perceived care burden lowered the odds of having a

good quality of life. Care burden can, therefore, be seen as an impor-

tant risk factor. Perceived care burden increased during the pandemic.

This is consistent with previous findings (e.g., Budnick et al., 2021), and

could be explained by an increased care intensity due to the limited

access to respite care, residential schools, and day services (Gillespie-

Smith et al., 2021; Rogers et al., 2021; Wolstencroft et al., 2021;

Wos et al., 2021). Research suggests that the impact of the pandemic

on perceived care burden is especially high for relatives who usually

rely on these types of professional support (Budnick et al., 2021;

Courtenay & Perera, 2020).

Quality of life was buffered by perceived care competence.

This study found a decrease in perceived competence between the

year prior to COVID-19 and the first two waves of the pandemic. A

potential explanation for this finding is that it could be challenging for

relatives to explain the situation and preventative measures in a way

that is suitable for people with intellectual disabilities (Courtenay &

Perera, 2020; Gillespie-Smith et al., 2021). Consequently, it is difficult

for people whose relative with intellectual disabilities lives at home or

independently, to explain the situation to them and support them in

implementing these measures (Boeije et al., 2021; Courtenay &

Perera, 2020). Recent studies indicate that the isolation and change in

routine and structure have led to an increase in behavioural challenges

in individuals with intellectual disabilities, making care provision espe-

cially demanding (Bentenuto et al., 2021; Courtenay & Perera, 2020).

People whose relative with intellectual disabilities resides in a care

organisation or small-scale residential facility were faced with different

challenges that could have had a negative impact on their perceived

competence. Studies show that these groups of relatives sometimes

felt unable to provide their family members with sufficient social sup-

port during the lockdown (Araten-Bergman & Shpigelman, 2021).

The current study further corroborates that social support buffers

the impact of stressors on wellbeing (Cohen & Wills, 1985; Patton

et al., 2018; Pearlin et al., 1990), as higher degrees of perceived social

support were associated with a better overall quality of life during the

second wave of COVID-19. This was found for all sources of social

support. During the pandemic, the possibilities for social and profes-

sional support were limited, for instance because access to daycare

and respite care was reduced (Budnick et al., 2021; Gillespie-Smith

et al., 2021; Wos et al., 2021). Apart from the influence of the

imposed measures, some caregivers decided to follow more stringent

restrictions on their social lives in order to protect themselves as

primary caregivers and their relatives (Embregts et al., 2021; Mak

et al., 2021).

This study indicates that resilience is associated with a good quality

of life. This was found for overall resilience and self-confidence, but not

for self-efficacy. These results complement prior research relating resil-

ience to a lower impact of COVID-19 on psychological well-being

(Barzilay et al., 2020). Resilience, as measured in the current study,

reflects an individual's ability to maintain a relatively stable and healthy

level of psychological and physical functioning when faced with a

potentially traumatic or disruptive event (Bonanno, 2004; van der Meer

et al., 2018). It is therefore unlikely that this factor has changed during

the COVID-19 pandemic. Rather, resilience can be regarded as a buff-

ering trait that was already present at various degrees in relatives of

individuals with intellectual disabilities.

Remarkably, the changes in risk and buffering factors are not

reflected in actual lower scores on overall quality of life nor its sub-

scales. The reason for the lack of significant change in quality of life is

an interesting topic for future research. A possible explanation could
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have to do with relatives' frame of reference within which they per-

ceive their quality of life (Howard et al., 2011). Caring for an individual

with intellectual disabilities is associated with several changes in

relatives' daily lives (e.g., Yoong & Koritsas, 2012). In a study by

Wolstencroft et al. (2021), mothers of a child with intellectual and

developmental disabilities described social distancing as part of their

daily lives, even before the pandemic. As a result of these changes,

relatives might have redefined what aspects constitute a good quality

of life and what a “good” quality of life entails (Howard et al., 2011).

The pandemic could be regarded as just another challenge to adapt

to. A different explanation could be that the pandemic was also

related to positive outcomes for relatives. Research has identified

several positive aspects and benefits of the pandemic experienced by

relatives, such as spending more time together as a family, and a

slower pace of life (Neece et al., 2020; Rogers et al., 2021). The ques-

tions used to measure quality of life might therefore not be adequate

to determine more nuanced visions on changes in quality of life.

Future research should investigate what factors relatives take into

account when rating their quality of life and whether they have expe-

rienced changes in their quality of life themselves.

4.1 | Strengths and limitations

A noteworthy strength of the current study is its longitudinal charac-

ter. Quality of life, care burden, and care competence were measured

during two waves of the COVID-19 pandemic and in the year before

the pandemic. As experiential experts were involved, we ensured the

study addressed topics relevant in practice. Furthermore, this study

investigated a relatively large and diverse sample of relatives of indi-

viduals with several degrees of intellectual disabilities.

There are a few limitations as well. To reach a sufficient number

of participants, additional participants were recruited during each sur-

vey period. Consequently, the sample was not entirely identical for

each measurement and only 37 relatives responded to all three sur-

veys. This increases the risk that the findings of the current study

have been influenced by differences between the samples rather than

actual differences in time. Since results were weighted for demo-

graphic factors, potential effects of demographic differences on

results regarding changes over time were reduced. One demographic

factor that was not included in the surveys, and could therefore not

be weighted for, is the socioeconomic status. This might have

impacted the results if this was not similar across the three measure-

ment points, since material wellbeing is a core domain of quality of life

(Schalock & Verdugo, 2002). Future studies should investigate how

changes in quality of life and its predictors differ according to demo-

graphic factors during the pandemic. This can contribute to the provi-

sion of adequate support targeted at different groups of relatives.

Furthermore, the associations between predictor variables and

quality of life were not analysed for the separate domains of qualify

of life. Future research could further explore what aspects of quality

of life are related to these buffering and risk factors during the

pandemic.

Additionally, the survey was only distributed online in 2019,

thereby relatives who have lower levels of digital literacy or limited

access to the internet were less likely to be included in this survey.

Since many services for people with intellectual disabilities and their

relatives were replaced by online alternatives during the COVID-19

pandemic (e.g., Wos et al., 2021), the findings might have been differ-

ent for this group.

Finally, not all measures were included at all three time points.

The separate domains of quality of life, resilience, and social support

were not investigated during Wave 1. This survey focused on immedi-

ate and potential risks on a range of aspects in the lives of relatives

and their family members. To ensure that the survey was not too

lengthy and not an extra burden for relatives, a selection of measures

had to be made. This selection was made in collaboration with experi-

ential experts. Similarly, the current study cannot make any inferences

about changes or stability in perceived social support and resilience,

as these factors were measured cross-sectionally during the second

wave of COVID-19. Future research could investigate changes in

these factors and could extend this by including more potential pre-

dictors to further guide supports for relatives.

5 | CONCLUSION AND IMPLICATIONS

Although the quality of life among relatives of individuals with intel-

lectual disabilities did not significantly change during the COVID-19

pandemic, this study has shown that the pandemic poses a serious

risk. Two factors that turned out to be highly predictive of quality of

life changed during the pandemic: experienced care burden increased

and perceived care competence decreased. The current study there-

fore emphasises that the pandemic is a non-negligible risk factor for

the quality of life of relatives of individuals with intellectual disabil-

ities. This makes it essential to continue monitoring the long-term

effects and provide relatives with adequate and accessible profes-

sional support. The findings of this study can be used to guide support

for relatives, as they suggest that this support should focus on reduc-

ing the care burden and increasing perceived competence. By provid-

ing access to alternative forms of respite care and expanding the

capacity of (temporary) residential care, relatives might experience

less care burden. Tools and information on caregiving during the pan-

demic could increase relatives' perceived competence. Since resilience

is an important buffering factor during the pandemic, relatives could

benefit from psychological help. Furthermore, facilitating peer contact

could be a useful way to increase social support, which is positively

related to a good quality of life during the pandemic. Supporting rela-

tives during the pandemic is important for their own mental health

and for their caregiving role.
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