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Abstract
In the Netherlands, about one- third of the adult population provides unpaid care. 
Providing informal caregiving can be very straining in normal times, but the impact 
of a public health crisis on caregivers is largely unknown. This study focuses on the 
question of how caregiver burden changed following the COVID- 19 pandemic, and 
what characteristics were related to these changes. We use self- reported data from a 
sample of 965 informal caregivers from the Netherlands 3 months into the pandemic 
to investigate how the objective burden (i.e. hours spent on caregiving) and the sub-
jective burden had changed, and what their care- related quality of life (CarerQol) was. 
We found that on average the subjective burden had increased slightly (from 4.75 
to 5.04 on a 0– 10 scale). However, our analysis revealed that some caregivers were 
more affected than others. Most affected caregivers were women, and those with 
low income, better physical health, decreased psychological health, childcare respon-
sibilities, longer duration of caregiving and those caring for someone with decreased 
physical and psychological health. On average, time spent on care remained the same 
(a median of 15 h per week), but certain groups of caregivers did experience a change, 
being those caring for people in an institution and for people with a better psycho-
logical health before the pandemic. Furthermore, caregivers experiencing changes in 
objective burden did not have the same characteristics as those experiencing changes 
in perceived burden and quality of life. This shows that the consequences of a public 
health crisis on caregivers cannot be captured by a focus on either objective or sub-
jective burden measures or quality of life alone. Long- term care policies aiming to 
support caregivers to persevere during a future crisis should target caregivers at risk 
of increased subjective burden and a lower CarerQol, such as women, people with a 
low income and people with childcare responsibilities. Such policies should consider 
that reducing objective burden may not necessarily lead to a reduction in subjective 
burden for all caregivers.
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1  |  INTRODUC TION

Against the backdrop of rising health care expenditures, governments 
emphasise the need for informal care (Pavolini & Ranci, 2008). However, 
providing informal care can be very time consuming and perceived as 
burdensome (Bom et al., 2019). Increased caregiver burden has nega-
tive consequences for care recipients, sustainability of healthcare sys-
tems and societal costs. Burden of informal care can be exacerbated by 
events that increase stress factors or complicate routines. Such events 
can be changes in the health or the financial situation of the caregiver, 
changes in health of the care recipient, or an increase in other respon-
sibilities (Pearlin et al., 1990). The COVID- 19 pandemic was a crisis in 
which many of these factors collided, affecting informal caregivers in 
many ways (Lorenz- Dant & Comas- Herrera, 2021). However, there 
may be differences among caregivers with regard to how they were af-
fected. This has been understudied, while this knowledge is important 
to tailor interventions to support caregivers in times of a crisis.

In this paper, we will answer the following research questions: 
how did the burden of informal caregivers change following the 
COVID- 19 crisis? And how was this burden related to characteris-
tics of caregivers, care recipients and the caregiving situation? We 
used self- reported data to study to what extent caregivers experi-
enced a change in burden 3 months into the COVID- 19 pandemic in 
the Netherlands. First, we explored which caregiver characteristics 
were related to a change in the number of hours spent on caregiving 
(i.e. objective burden). Subsequently, we analysed how characteris-
tics related to changes in the perceived burden from caregiving (i.e. 
subjective burden). Lastly, we investigated care- related quality of 
life during the pandemic. By combing objective burden, subjective 
burden and quality of life measures, it is not only possible to see 
which caregivers were most affected by the pandemic, but also the 
ways in which they were affected.

We contribute to the literature by identifying which characteris-
tics relate to changes in objective and subjective burden during the 
COVID- 19 pandemic. Prior research shows that during the pandemic 
informal caregivers experienced changes in responsibilities as well as 
in mental, physical and financial health (de Sousa et al., 2022; Greaney 
et al., 2020; Lorenz- Dant & Comas- Herrera, 2021). These consequences 
differed for caregivers with different characteristics. Studies from vari-
ous countries show that gender (Lorenz- Dant & Comas- Herrera, 2021; 
Raiber & Verbakel, 2021; Zwar et al., 2022), age (Budnick et al., 2021; 
Hofstaetter et al., 2022), employment (Truskinovsky et al., 2022), living 
situation of the care recipient (Prins et al., 2021; Smaling et al., 2022), 
relationship to the care recipient (Tur- sinai et al., 2021) and network 
(Allen et al., 2022) were important characteristics that distinguish how 
caregivers were affected. Studies in the Netherlands found that there 
were differences between men and women, and between those in dif-
ferent relationships to the care recipient (Prins et al., 2021; Raiber & 

Verbakel, 2021; Smaling et al., 2022; Tur- sinai et al., 2021) Previous lit-
erature thus shows that consequences differed across countries, which 
may be due to differences in measures, COVID impact and healthcare 
system (Lorenz- Dant & Comas- Herrera, 2021; Santini et al., 2022; 
Tur- sinai et al., 2021). In the Netherlands, there were relative large 
increases in informal care and decreases in formal care compared to 
other countries (Tur- sinai et al., 2021).

Despite the growing body of research on informal care during 
COVID, so far, no studies seem to have investigated how objective 
burden, subjective burden and quality of life were related during the 
pandemic, and whether this relationship differs between groups. 
Therefore, in this paper, we study the question: To what extent were 
informal caregivers affected during the COVID- 19 pandemic in the 
Netherlands, and to what extent did that differ between informal 
caregivers with different characteristics?

2  |  CONCEPTUAL MODEL

2.1  |  Caregiver burden measurement

Caregiver burden represents the overall consequences of car-
egiving (Pearlin et al., 1990). In this paper, we focus on objective 
burden, subjective burden and care- related quality of life. The 

K E Y W O R D S
caregiver burden, COVID- 19, informal care, public health crisis, quality of life

What is known about this topic

• A substantial amount of care is provided by informal 
caregivers.

• Informal care can be burdensome, leading to negative 
consequences for the caregiver on various life domains.

• The COVID- 19 pandemic has had serious consequences 
for informal caregiving.

What this paper adds

• On average, informal caregivers in the Netherlands did 
not change the amount of time spent on caregiving. 
However, specific subgroups did report increased or de-
creased caregiving time.

• Subjective burden did increase. However, some sub-
groups experienced a larger increase and a larger decline 
in quality of life. These were not the same subgroups as 
those who experienced increases in caregiving time.

• This highlights the importance that researchers and pol-
icymakers account for heterogeneity among informal 
caregivers.
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objective burden of care is the burden of care measured by the time 
spent on caregiving. However, time spent on care may not neces-
sarily reflect how the caregiving burden is perceived (i.e. subjec-
tive burden) (Montgomery et al., 1985). According to the caregiver 
stress process model (Pearlin et al., 1990), subjective burden is 
the result of the emotional evaluation of aspects directly related 
to caregiving itself (e.g. needs of the care recipient, time spent on 
caregiving), which is mediated through aspects secondary to the 
care process such as difficulty combining caregiving with other 
activities and responsibilities, or economic strains. Furthermore, 
demographic factors, such as gender, and socioeconomic status 
(e.g. gender, socioeconomic status) influence both the time spent 
on caregiving, but also directly influence how caregiving is per-
ceived. By combining measures of objective burden and subjective 
burden, groups who provide a lot of care and groups who experi-
ence a lot of burden can be distinguished.

Finally, subjective burden may not capture the overall impact 
of caregiving on all life domains relevant to caregivers. Quality of 
life is conceptually different from subjective burden (Chappell & 
Reid, 2002; Yates et al., 1999). It captures the effect of the appraisal 
of the caregiving situation on overall well- being and is influenced 
by both aspects directly or indirectly related to caregiving and as-
pects beyond the caregiving process (Chappell & Reid, 2002). To 
measure care- related quality of life, we use the CarerQol, which is 
a caregiver- specific quality of life measure (Brouwer et al., 2006; 
Hoefman et al., 2013). The dimensions of this instrument consist of 
satisfaction, the relationship with the care recipient, psychological 
well- being, ability to combine daily activities with care, financial well- 
being, support network and physical well- being. All dimensions are 
specifically asked in the context of informal caregiving. Care- related 
quality of life is strongly associated with objective and subjective 
burden, but also encompasses a broader set of potentially relevant 
impacts of caregiving on the overall quality of life of caregivers.

2.2  |  Caregiver characteristics and COVID- 19

Based on the work of Pearlin et al. (1990), Yates et al. (1999) and 
Chappell and Reid (2002), we discuss characteristics associated with 
objective burden, subjective burden and care- related quality of life 
that are relevant in the context of COVID- 19. COVID- 19 may have 
influenced both the characteristics as well as their relationship to 
the outcome. We distinguish three groups of characteristics: care 
recipient's need for care, caregivers' dispositional and restrictive 
characteristics and help from others. In this section, we will discuss 
the potential effects of the pandemic on caregivers based on these 
characteristics.

2.2.1  |  Care recipient's need for care

Characteristics of the care recipient are related to variation in the 
demand for care and include the health of the care recipients and the 

nature of the condition (Chappell & Reid, 2002; Pearlin et al., 1990; 
Yates et al., 1999). Whereas the first two determine how much and 
what care is needed, the latter determines among whom the care is 
potentially divided. A health decline during the pandemic would in-
crease the need for care. Furthermore, how caregivers experienced 
the pandemic may be related to the nature of the condition of the 
care recipient, because psychological conditions and physical con-
ditions may have been experienced differently by caregivers. The 
changes in health during the pandemic and the nature of the condi-
tion before the pandemic are therefore expected to be related to the 
caregiver outcomes.

2.2.2  |  Caregiver dispositional and restrictive 
characteristics

Demographic and socioeconomic characteristics are associated with 
caregiver outcomes (Chappell & Reid, 2002; Pearlin et al., 1990; 
Yates et al., 1999). The pandemic may have influenced the relation-
ship between these characteristics and the consequences of car-
egiving. For example older caregivers may have felt more at risk. This 
may also be the case for the relationship between health of the car-
egiver and outcomes. Caregivers who were already struggling with 
their health may have been less inclined to care or experienced more 
stress, because of their own health risk. Furthermore, the psycho-
logical and physical health of caregivers may have changed during 
the pandemic (Park, 2020).

Another dispositional characteristic is the relationship between 
the caregiver and care recipient, because it implies certain expec-
tations with regard to caregiving (Fletcher, 2020). This includes the 
type of the relationship and its duration (Chappell & Reid, 2002; 
Pearlin et al., 1990; Yates et al., 1999). Both affirm the obligation and 
willingness to care felt within a relationship, which may be related to 
changes in caregiving tasks during the pandemic. For instance, most 
informal caregivers who stopped proving care, provided care for less 
than 10 h a week on average (Rodrigues et al., 2021). However, those 
with strong ties often provide more intensive informal care (de Boer 
et al., 2020). Therefore, we expect that the relationship between the 
caregiver and care recipient is of importance in how the pandemic 
was experienced and whether informal caregivers changed the 
amount of time spent on caregiving.

Whether the informal caregiver lives together with the care re-
cipient (De Boer et al., 2020) and the travel distance (White, 2020) 
may have also had an influence, because contact with people from 
outside the household was restricted and care homes were closed 
for visitors (De Boer et al., 2020). This made it difficult to provide 
care outside the household, while within the household it was diffi-
cult to escape the caregiving situation.

Finally, caregiver outcomes are related to responsibilities such 
as work or childcare. These other responsibilities not only influence 
the time available for caregiving, but also how caregiving is experi-
enced (Pearlin et al., 1990). Combining work and caregiving could 
have become more complicated during the COVID- 19 crisis (Lafferty 
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et al., 2021). Furthermore, time spent on childcare may have intensified 
due to school closures and home schooling. We expect that caregiv-
ers with children experienced an increased subjective burden, as prior 
studies show that childcare responsibilities affect subjective burden 
(Koopman et al., 2020). To conclude, we expect that the impact of the 
pandemic on other responsibilities of caregivers may have influenced 
the time spent on caregiving and the perceived burden of caregivers.

2.2.3  |  Help from others

How the care needs of the care recipient are fulfilled, depends, 
among other things, on the social network of the care recipient 
(Broese van Groenou & De Boer, 2016). The availability of a social 
network is thus of importance for spreading the burden among 
caregivers, resulting in lower burden. Furthermore, the number of 
potential caregivers may have changed because of the pandemic 
(Rodrigues et al., 2021), which could have resulted in changes in bur-
den and quality of life.

3  |  DATA AND METHODS

3.1  |  Data sample

We collected data through a questionnaire which we developed 
based on validated measures (Hoefman et al., 2013). The question-
naire was administered online by a commercial agency with a large 
panel in The Netherlands. The agency asked members of their panel 
aged 18 years and older whether they were informal caregiver for 
someone of 18 years and older for at least 3 months (although we only 
included caregivers providing care for more than a month before the 
start of the pandemic). In this message to panel members, informal 
care was described as giving help or providing care to someone, for 
example their partner, a family member or friend, because of a physi-
cal, mental or cognitive limitation or the consequences of ageing.

A total of 3116 members of were invited by the agency to par-
ticipate in this study. Of them, 2485 (79.7%) clicked on the link to 
the survey that was provided in the invitation. After reading the in-
formation about the survey, the inclusion criteria and the informed 
consent form, 1006 members of the panel agreed to participate in 
the survey. After inspection of the data, 41 participants were ex-
cluded because they did not meet the inclusion criteria after all; they 
reported to provide care to a person younger than 18 years or were 
caregivers for less than 4 months, meaning they could not assess the 
situation before the pandemic. This resulted in a final sample for 
analysis of 965 participants.

Participants were instructed to keep in mind the person they pro-
vided care to while filling out the questionnaire. If they provided care 
to more than one care recipient, they were asked to keep in mind the 
one for whom the caregiving was most straining. This was done for rea-
sons of feasibility in regards to questions about the socio- demographic 
characteristics, health and care needs of the care recipient and their 

relationship. 68.9% of the respondents indicated that they provided 
care to only one person, 23.3% to two persons and 7.8% to three or 
more persons. Respondents were not allowed to skip questions in the 
online questionnaire, therefore, there were no missing data points. 
Data and STATA code are available upon request (Figure 1).

3.2  |  Ethics

Participants were informed about the topic and aims of the study 
and the data collection and provided informed consent before filling 
out the questionnaire.

3.3  |  Timing of the survey

The questionnaire was administered between June 2 and 16, 2020. 
At that point, a lockdown to prevent further spread of COVID- 19 
in the Netherlands had been in place for almost 3 months. People 
were urged to keep 1.5 m distance from people that were not in their 
household, stay at home as much as possible and minimise unneces-
sary travelling (Dutch Government, 2020). Many formal care provid-
ers scaled down their usual care to essential care. Daycare facilities 
were closed and home care was regularly suspended, among other 
things (Dutch Ministry of Health, 2020). In addition, many people 
declined formal care due to concerns regarding COVID- 19 infection 
and personnel shortage for more urgent care. The Oxford stringency 

F I G U R E  1  Participant identification and response.
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index (Hale et al., 2021), which indices the response of government 
to the pandemic, had been around 79 throughout April and May, and 
was 63 during the period of data collection because in the aftermath 
of the first wave of infections, some measures had been relaxed 
(Dutch Government, 2020). For example, children under the age of 
12 started to be able to go to school or daycare again for a few days 
per week, where before the schools were fully closed. Also, care or-
ganisations in regions that did not have many confirmed COVID- 19 
cases returned to care as usual. In some nursing homes, one desig-
nated family member was allowed to visit their family member again, 
although still under very restricted circumstances.

3.4  |  Outcome variables

We report three main outcome variables: the changes in (1) objective 
burden and (2) subjective burden between the time of the survey 
and the situation prior to the COVID- 19 measures and (3) the care- 
related quality of life of informal caregivers at the time of the survey. 
Care- related quality of life was not measured retrospectively, be-
cause of concerns about the length and complexity of the CarerQol 
questionnaire. An overview of how all variables were measured and 
constructed is included in Appendix S1.

The objective burden of care was measured as the sum of hours 
spent on household tasks, personal care, practical support and emo-
tional support in the past week, and during a regular week before 
the start of the pandemic. The difference between these two values 
was used in this study.

The subjective burden of care was measured using a self- rated 
burden scale (Van Exel et al., 2004). That is participants were pre-
sented with a visual analogue scale ranging from 0 to 10 (0 = not 
straining at all, 10 = much too straining) and asked to indicate how 
burdensome the caregiving situation was in the past week, and how 
burdensome it was during a regular week before the start of the pan-
demic. The difference between the two values was used in this study.

The CarerQol (Brouwer et al., 2006) consists of seven items ad-
dressing the potential impacts of caregiving on the quality of life of 
caregivers, of which two concern positive and five concern negative 
impacts, with three answering categories each. Using utility weights 
developed by Hoefman et al. (2014), a care- related quality of life 
score was computed that ranges from 0 to 100, with 100 defined 
as the highest possible care- related quality of life and 0 as the worst 
possible care- related quality of life.

3.5  |  Independent variables

We included characteristics that may be related to changes in objec-
tive or subjective burden and to care- related quality of life during 
the pandemic based on the literature discussed in Section 2.2.

The care recipient's health was assessed by the caregiver on 
scales from 1 to 10, with worse health indicating a higher need for 
care. The change in physical and mental health was used to assess 

whether increasing health problems during the pandemic affected 
the need. The physical and mental health before the pandemic were 
used to assess the nature of the pre- existing health condition.

We included the caregiver's dispositional or restrictive charac-
teristics gender, age, highest attained education, financial status (i.e. 
ability to make ends meet) and physical and mental health (measured 
in the same way as for the care recipient). In addition, we asked about 
other responsibilities of the caregiver, including work status, time 
spent in paid work during and before the pandemic and childcare re-
sponsibilities. Aspects of the caregiving situation included the type 
of their relationship, the duration of caregiving, whether they shared 
a household and, if not, the living situation of the care recipient and 
the travel distance (in minutes) to where the care recipient lives.

The variable ‘social network’ assessed the network of the care re-
cipient, as a resource for sharing or (temporarily) taking over the care 
and as a source of emotional support. In the survey, we asked the in-
formal caregiver to estimate how many other people the care recipient 
could ask for help, if needed. We also collected data on formal care 
use by the care recipient, which may be a substitute for informal care. 
We do, however, not use these data because most informal caregivers 
indicated not to know enough about how much and which formal care 
the care recipient received.

3.6  |  Methods

For objective and subjective burden, we regress the change in these 
variables between the time of the survey and the situation prior to 
the pandemic on the care need of the care recipient, the character-
istics of the caregiver and the social network. We do the same for 
the level of care- related quality- of- life during the pandemic. We use 
ordinary least squares regressions with standard errors clustered at 
individual level. To show the possible mediator effects of objective 
burden and subjective burden, Table S1 in Appendix 8.2 provides 
additional analyses. Also, to show the heterogeneity underneath 
the mean effect of variables on the change in objective and subjec-
tive burden, a multinomial logistic regression was performed. These 
analyses are included in Appendix 8.2, Tables S2 and S3. Results of 
these analyses are discussed and compared to the analyses in the 
results in the Appendix S1. We do not interpret the coefficients 
as causal effects. Instead, we are interested in the magnitudes and 
direction of the associations because this helps to understand how 
the burden and the care- related quality of life changed for caregiv-
ers with different characteristics in the first phase of the pandemic.

4  |  RESULTS

4.1  |  Descriptive statistics

Table 1 presents the descriptive statistics of the three outcome vari-
ables and the main characteristics of the sample, which consisted of 
965 caregivers.
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TA B L E  1  Descriptive statistics

Before COVID- 19 (t = 0) During COVID- 19 (t = 1) Change

% or Mean (SD) % or Mean (SD) % or Mean (SD)

Objective burden

Number of hours of care 24.79 (27.79) 24.74 (27.53) 0.05 (5.84)

Subjective burden

Perceived burden of the 
situation

4.75 (2.45) 5.04 (2.55) 0.30 (1.37)

Care- related quality of life

CarerQol 76.27 (18.40)

Care recipient care need

Psychological health 7.46 (1.97) 6.93 (2.11) −0.52 (1.41)

Physical health 6.70 (1.84) 6.40 (1.91) −0.31 (1.30)

Caregiver characteristics

Woman (=1) 55

Age 52.20 (15.97)

Level of education

Low 18

Middle 44

High 38

Ability to make ends meet

Very difficult 8

Somewhat difficult 37

Somewhat easy 42

Very easy 13

Psychological health 7.56 (1.70) 7.35 (1.83) −0.22 (1.24)

Physical health 7.20 (1.62) 7.03 (1.67) −0.16 (0.95)

Employment status

Working 57

Not working 20

Retired 24

Hours employment 18.46 (17.38) 17.19 (17.10) −1.27 (6.22)

Childcare responsibilities 23

Relationship to respondent

Partner 23

Parent 39

Other family member 22

Friends and other 16

Duration of care 7.27 (7.69)

Living situation

With respondent 28

Other private home 54

Nursing or care home 18

Travel distance 19.92 (36.79)

Social network 2.52 (1.46)

 13652524, 2022, 6, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/hsc.13975 by C

ochrane N
etherlands, W

iley O
nline L

ibrary on [10/09/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  e5521GRÄLER et al.

The mean time spent on caregiving was 24.79 h per week before 
the pandemic and 24.74 h per week during the pandemic. However, 
the distribution was heavily skewed: the median was 15 h per week, 
both before and during the pandemic. The study sample consisted of 
caregivers who provide rather intensive informal care, compared to 
of informal caregivers in general. The time spent on care by informal 
caregivers in a large Dutch sample was 7.4 h per week, with a me-
dian of 3 h per week (de Boer et al., 2020). Six hundred and ninety- 
two out of 965 informal caregivers indicated they experienced no 
change, and continued to provide the same amount of care despite 
of the pandemic (Figure 2). However, the standard deviation in the 
changes was 5.84 h, pointing to considerable heterogeneity.

The subjective burden was around 4.75 on a scale from 0 to 10 
before the pandemic, and 5.04 during the pandemic. There was 
a statistically significant (p < 0.05) increase of 0.30 points in sub-
jective burden. Again, the standard deviation of 1.37 reveals con-
siderable heterogeneity in the changes. In a large sample from the 
Netherlands, 9.1% of caregivers were heavily burdened (de Boer 
et al., 2020). If scores of 8 and higher are considered as being heav-
ily burdened, 12.0% of caregivers felt heavily burdened before the 
pandemic in our sample. During the pandemic, that percentage in-
creased to 17.5%. Six hundred and one out of 965 informal caregiv-
ers did not experience any change (Figure 3).

The mean quality of life during the pandemic was 76.27 on a 
scale from 0 to 100. However, there is considerable heterogeneity 
in the group (Figure 4).

The changes in objective and subjective burden of care were 
positively but weakly correlated (0.08). The changes in objective and 
subjective burden of care were both weakly negatively correlated 
with CarerQol scores (−0.02 and −0.08). These measures appar-
ently seem to capture different aspects of the impact of informal 
caregiving.

4.2  |  Regression analyses

In Table 2, we report our analyses of the three outcome variables 
by three groups of characteristics: the care need of the care recipi-
ent, dispositional and restrictive characteristics of the caregiver and 
social network.

4.2.1  |  Change in objective burden

In terms of care need of the care recipient, a 1- point better mental 
health of the care recipient before the pandemic was associated with 

F I G U R E  2  The hours spent on 
caregiving during the pandemic, compared 
to before the pandemic.

F I G U R E  3  The subjective burden 
experienced during the pandemic, 
compared to before the pandemic.
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an 18- min larger increase in caregiving (0.295 h). Furthermore, the 
variable living situation was significantly related to changes in objec-
tive burden. Caregivers who provided care to someone who lives in 
an institution reported a larger decrease (−3.108 h) in the objective 
burden than the reference category caring for someone living in the 
same household.

4.2.2  |  Change in subjective burden

A decrease in physical or mental health of the care recipient dur-
ing the pandemic was associated with increased subjective burden. 
Furthermore, caregivers who had difficulty making ends meet re-
ported a larger increase in subjective burden than the reference 
group, as did women, people with childcare responsibilities and car-
egivers who were in better physical health before the pandemic. In 
all cases, the magnitude of the coefficient was small compared to the 
standard deviation in subjective burden. Furthermore, for caregivers 
who provided care to someone living in an institution, the change 
in objective burden was not accompanied by a change in subjec-
tive burden. These caregivers did not report a significantly different 
quality of life score than caregivers providing care for someone liv-
ing in the same household. However, the duration of care was posi-
tively related to an increase in caregiver burden, even though we 
controlled for the physical and mental health of the care recipient.

4.2.3  |  Quality of life

Care- related quality of life was positively associated with age. A 
1- year increase in age was associated with 0.15 points increase 
on care- related quality of life on a scale from 0 to 100. Having a 
middle level of education also had a positive relationship to quality 
of life compared to having a low level of education. Furthermore, 
psychological and physical health state before the pandemic and 
changes therein were positively related to the quality of life. Finally, 
respondents reporting some or great difficulty making ends meet 
indicated a 3.2- point and 12.4- point lower care- related quality of 

life, respectively, as compared to those who answered ‘fairly eas-
ily’. Childcare responsibilities and being retired were related to 6.3- 
point and 3.8- point lower care- related quality of life respectively. 
Furthermore, duration of care and travel distance were negatively 
associated with care- related quality of life. The mental health of 
the care recipient before the pandemic was significantly positively 
associated with the care- related quality of life. Also, for every 
extra person in the social network of the recipient, the quality of 
life of the caregiver was 1.6 points higher. Additional analyses (see 
Appendix 8.2.1) furthermore showed that the changes in objective 
and subjective burden are negatively associated with care- related 
quality of life.

5  |  DISCUSSION

In this paper, we highlight which groups of caregivers— and indirectly, 
care recipients— were particularly vulnerable to a public health cri-
sis such as the COVID- 19 pandemic and quantified the differences 
between these groups. Our research contributes to understand-
ing how the changes in circumstances related to changes in infor-
mal care burden and quality of life. This information helps tailoring 
policy to support caregivers to those who need it the most. It also 
highlights which informal caregivers may be vulnerable for personal 
crises, which occur on a much smaller scale but a more regular basis. 
After all, disruptions in the caregiving process, such as changing re-
sponsibilities or loss of income, are not unique to the pandemic.

5.1  |  Main findings

We report three main findings. First, on average the time spent on car-
egiving did not change, while the subjective burden increased slightly. 
This finding suggests that (1) the subjective burden is also related to 
other aspects than the time spent on caregiving and that (2) the pan-
demic was associated with an increase in the subjective burden which 
cannot be directly linked to an increase in caregiving hours. The change 
in the subjective burden, however, is rather small. This is in line with 

F I G U R E  4  The frequency of CarerQol 
values during the pandemic. Lowest 
possible score is 0 and maximum score is 
100.
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TA B L E  2  The outcomes regressed on the characteristics

△ Objective burden △ Subjective burden
Care- related quality of life 
(t = 1)

β (SE) β (SE) β (SE)

Care recipient care need

Psychological health of 
recipient (t = 0)

0.295** (0.117) −0.002 (0.027) 0.907*** (0.308)

∆ Psychological health of 
recipient

0.001 (0.152) −0.107*** (0.035) −0.027 (0.401)

Physical health of recipient 
(t = 0)

0.086 (0.126) −0.016 (0.029) −0.463 (0.332)

∆ Physical health of recipient −0.145 (0.166) −0.178*** (0.038) −0.316 (0.439)

Caregiver characteristics

Woman (=1) 0.289 (0.423) 0.319*** (0.096) −1.482 (1.117)

Age caregiver −0.012 (0.018) 0.005 (0.004) 0.147*** (0.047)

Education (ref = low)

Middle 0.182 (0.536) −0.045 (0.122) 2.941** (1.414)

High 0.390 (0.575) 0.022 (0.131) −0.007 (1.518)

Ability to make ends meet (ref = fairly easily)

With great difficulty −0.500 (0.790) 0.107 (0.180) −12.407*** (2.086)

With some difficulty −0.690 (0.436) 0.232** (0.099) −3.226*** (1.151)

Easily −0.360 (0.596) 0.167 (0.136) 1.427 (1.574)

Psychological health of 
caregiver (t = 0)

−0.000 (0.159) −0.058 (0.036) 2.435*** (0.420)

∆ Psychological health of 
caregiver

0.042 (0.178) −0.136*** (0.040) 1.842*** (0.469)

Physical health of caregiver 
(t = 0)

0.007 (0.160) 0.103*** (0.037) 1.400*** (0.424)

∆ Physical health of caregiver 0.178 (0.227) 0.059 (0.052) 1.887*** (0.598)

Work status (ref = working)

Not working −0.890 (0.868) 0.048 (0.198) −3.218 (2.291)

Retired −0.920 (0.909) −0.026 (0.207) −3.785 (2.401)

Hours employment (t = 0) −0.012 (0.025) 0.002 (0.006) −0.108* (0.065)

∆ Hours employment −0.051 (0.037) −0.013 (0.009) −0.100 (0.099)

Childcare responsibilities 
(t = 1)

−0.254 (0.516) 0.211* (0.118) −6.298*** (1.362)

Relationship (ref = partner)

Parent 0.072 (0.725) −0.038 (0.165) 2.277 (1.915)

Other family member 0.601 (0.751) −0.094 (0.171) 1.398 (1.982)

Friends and other 0.785 (0.833) −0.095 (0.190) 3.481 (2.199)

Duration of care 0.038 (0.026) 0.014** (0.006) −0.143** (0.069)

Living situation (ref = in same home)

Other private home −1.095 (0.675) 0.189 (0.154) 1.996 (1.782)

An institution −3.108*** (0.747) 0.153 (0.170) −1.005 (1.974)

Travel distance 0.001 (0.005) −0.001 (0.001) −0.043*** (0.014)

Social network of recipient −0.060 (0.135) 0.033 (0.031) 1.636*** (0.356)

Constant −0.666 (1.815) −0.544 (0.414) 36.994*** (4.793)

Observations 965 965 965

R2 0.055 0.111 0.336

*p < 0.10; **p < 0.05; ***p < 0.01.
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findings from Austria that there was no change in the objective burden 
(Rodrigues et al., 2021), and with studies from Australia, Portugal, the 
United States, Argentina, Canada, India, Italy, Japan, Taiwan, Germany 
and the United Kingdom, that report an increase in subjective burden 
(de Sousa et al., 2022; Hofstaetter et al., 2022; Lorenz- Dant & Comas- 
Herrera, 2021; Truskinovsky et al., 2022). Caregivers experienced not 
only negative effects, but also positive effects of the pandemic, such 
as the slower pace (Lightfoot et al., 2021). This could contribute to 
explaining why the subjective burden changed only slightly during the 
COVID- 19 pandemic.

Second, there were considerable differences between subgroups 
of informal caregivers in the changes in objective and subjective bur-
den and care- related quality of life during the pandemic. The ability to 
continue providing care during the pandemic depended on the living 
situation of the care recipient, with larger declines in objective burden 
among caregivers providing care to someone living in a nursing home. 
Also, a better mental health of the care recipient before the pandemic 
was positively related to the change in hours of care provided. In terms 
of subjective burden, the following caregivers experienced an increase: 
caregivers having difficulty to make ends meet, women, those with 
childcare responsibilities, those with better physical health before the 
pandemic, those who had been caring for a longer period and caregiv-
ers who provided care for someone with declining mental and physi-
cal health. Similarly, Lorenz- Dant and Comas- Herrera (2021) reported 
that in countries such as Italy, the United Kingdom and Australia the 
risk of increased burden was greater among women, younger caregiv-
ers and caregivers with financial difficulties. Additional analyses (see 
Appendix 8.2.1) showed that an increase in objective and subjective 
burden was related to lower care- related quality of life.

Third, the characteristics related to a change in objective burden 
were not necessarily the same as for changes in subjective burden or 
care- related quality of life. Groups of caregivers who increased care-
giving during the pandemic did not all report increased subjective 
burden or a lower quality of life, vice versa. For example a larger so-
cial network does not seem to be related to changes in objective and 
subjective burden, but is related to higher care- related quality of life. 
Also, while men and women did not differ on changes in time spent 
on caregiving, women experienced a larger increase in subjective 
burden and a lower care- related quality of life. In general, women 
experienced more negative well- being consequences from the pan-
demic (Rodrigues et al., 2021), although other research shows that 
the gender gap in well- being of caregivers may be decreasing (Raiber 
& Verbakel, 2021). Our results could thus partly be due to a more 
general negative effect of the pandemic on women. Mechanisms 
behind this should be studied in future research. Policy aimed at 
supporting caregivers should account for the different drivers of ob-
jective and subjective burden and quality of life between caregivers.

Changes in objective burden, subjective burden and quality of 
life are thus explained by characteristics of the caregiver, care re-
cipient and their relationship that are also featured in former work 
(Chappell & Reid, 2002; Pearlin et al., 1990; Yates et al., 1999). In this 
study, we found that particular characteristics were associated with 
a change in burden, which could be related to the pandemic (such 

as the policy of nursing homes, where caregivers were not allowed 
to provide care as usual), but we cannot confirm this based on our 
cross- sectional data. In return, increased objective and subjective 
burden was related to lower care- related quality of life. We do not 
expect the normal progress of disease over a few months to be the 
main reason for these findings (Oldenkamp et al., 2016).

5.2  |  Limitations

Because the pandemic was unexpected, no data could be gathered be-
fore the pandemic. Therefore, participants were asked to recall their 
caregiving situation before the start of the pandemic. It is well possi-
ble that respondents may not remember all characteristics of this past 
caregiving situation completely accurately. However, because of the 
relatively short recall period and a topic that is familiar, relevant and 
probably central to the lives of respondents, we anticipate that the re-
call bias is limited. In addition, the effect of this bias is also likely to be 
random (McPhail & Haines, 2010). Furthermore, the way the question-
naire was administered may have resulted in potential sample selection 
bias. A comparison of the characteristics of our sample to respondents 
of the 2019 Informal Care survey of the National Institute of Social 
Research (de Boer et al., 2020) shows that our sample had similar char-
acteristics with two exceptions: caregivers in our sample have been 
providing care for more years (7.2 compared to 5.4) and were more 
likely to provide care to their partner. Lastly, the questionnaire was 
experienced as long and at some points difficult, which may have led to 
selective attrition. Future research should take this into account.

5.3  |  Implications

Our findings have implications for policymakers aiming to target 
caregivers in times of crises and researchers aiming to evaluate the 
impact of a crisis or policies affecting caregivers. Our study indicates 
that informal caregivers are not a homogenous group and may expe-
rience different consequences from societal or personal crisis situa-
tions. Whether caregivers were affected and in what way depended 
on their gender, income, education, health, childcare responsibilities, 
duration of caregiving, travel distance to care recipient, needs of the 
care recipient and the social network of the care recipient. Although 
our study focuses on a rather extreme crisis situation, namely the 
COVID- 19 pandemic, there are many— and much more frequent— 
smaller crises over the course of the caregiving process, including 
those caused by influenza or norovirus outbreaks at nursing homes, 
unexpected events in competing roles of childcare and work or 
changes in health and social care provision.

6  |  CONCLUSION

In this paper, we found that the objective burden of informal car-
egivers on average did not change during the COVID- 19 pandemic. 
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Caregivers are essential workers and generally sustained their 
practices. There was only a small increase in subjective burden. 
However, further analyses showed that there were considerable 
differences between informal caregivers, and that informal car-
egivers who changed the amount of time spent on caregiving were 
not necessarily the same as those who experienced changes in per-
ceived strain. Therefore, the burden of informal caregiving is not 
unidimensional, and policymakers should tailor support policies to 
the different needs of caregivers. Finally, some of the disruptions 
due to the pandemic are also exemplary for smaller personal crises 
that may occur in the caregiving process. Future studies should 
look into the implications of such crises, their effects on caregiv-
ers, and best policies to support them in maintaining their valuable 
role.
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