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Abstract

Background: In December 2019, the severe acute respiratory syndrome coronavirus 2 (SARS-CoV-2), or
COVID-19, raised worldwide concern. Since then, the COVID-19 pandemic has negatively influenced health and
wellness across the globe and caused nearly three million deaths. This study focuses on informal caregivers of people
with dementia, a disease that affects about 50 million older adults worldwide and requires much caregiving support.
Objective: Examine the current literature on the impact of COVID-19 on the health and well-being of informal
caregivers for people with dementia. Method: This rapid review was conducted across five electronic databases
for quantitative and qualitative articles published through March 15, 2021. Results: The 10 studies included in this
review reported quantitative descriptive data from across the globe; however, no studies existed from the U.S. or
East Asia countries. All of the studies examined the psychological rather than physical impact of COVID-19 and
highlighted risk and protective factors in the areas of psychosocial (resilience, neuropsychiatric, and social isolation),
sociodemographic (gender and education), and environmental (home confinement, living arrangement, and dementia
stage). Conclusion: COVID-19 has had a considerable negative impact on the psychological well-being of informal
caregivers of people with dementia, namely causing more depression and anxiety than pre-pandemic.
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Introduction particular, are a group whose care burden levels have
been significantly increased along with more social iso-
o lation and emotional stress (AARP, 2020; Czeisler et al.,
dctncy apd affects aboqt §Om11110n older adults world- 2020). ICs of PWC are likely at greater risk for adverse
wide, with about 10million few cases each yea’r. The effects on their health due to the pandemic as they have
most common .form of dementia is Alzhelmejr s dis- been found to have particularly more stress and suffer
case, contributing to ) 60% to 70% of demenna. cascs from more depression and physical problems than ICs of
(World Health Orgaplzatlon, 2,021)' Much care 15 nec- people without dementia prior to COVID-19 (Pinquart
essary for people with dementia (PWD), and informal & Sorensen, 2003). To better understand the impact of

caregivers .(ICs) often s.houlder this responsipility. COVID-19 on the health and well-being of ICs of PWD,
Such caregivers are sometimes called “second patients we conducted a rapid systematic review.

and have high rates of psychological morbidity and A systematic meta-review of interventions targeting

s}(;cia(i isolati(])Dn dlil,e toz(‘;k(;eir (Ilifﬁcult. ca;regiving.role self-management of ICs of PWD found that such inter-
(Brodaty & Donkin, 9). Increasingly, caregivers ventions can improve their stress levels, social support,
of PWD are older themselves, and they report more

chronic disease, more disability, and worse health sta- 'Northern lllinois University, DeKalb, IL, USA
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and quality of life (Verkaik et al., 2015). Another sys-
tematic review specifically examined the delivery
modality of Internet-based remote self-management
education and peer support for informal caregivers of
individuals with dementia and found it can help reduce
informal caregivers’ stress levels and improve feelings
of support (Klimova et al., 2019). Given the efficacy of
interventions designed to improve the health and well-
being of ICs of PWD, better understanding how the pan-
demic has impacted such caregivers can inform future
interventions to address stress and health problems
stemming from caregiving through the pandemic along
with the everyday issues normally encountered.

Research Design

Search Strategy

We used the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses (PRISMA) guidelines
(Liberati et al., 2009) and conducted database searches
in PubMed (including MEDLINE), CINAHL, ProQuest,
and PsychInfo for full-length, published articles. We
placed no limit on the date of the article given the
COVID-19 focus. All articles were collected by March
15, 2021. We restricted articles to peer-reviewed articles
written in English. Articles that were only expert com-
mentary were excluded. This study is registered at
PROSPERO (CRD42021237102).

Our search was structured using the SPIDER’s
approach for systematic searches (Sample, Phenomenon
of Interest, Design, Evaluation, Research type) (Cooke
et al.,, 2012), where: sample was caregivers or family
caregiver of people with dementia or Alzheimer’s dis-
ease; phenomenon of interest was COVID-19, or novel
coronavirus or SARS-CoV-2; design was every study
design; evaluation was health, well-being, wellness; and
research type was quantitative, qualitative, and mixed
methods.

Types of Studies

We performed a rapid review of the literature with the
aim of determining how COVID-19 has impacted the
health and well-being of informal caregivers of PWD.
The review focused on health-related issues that have
arisen during the pandemic for caregivers of PWD. The
impact of COVID-19 on PWD was outside the scope of
this review, unless it related to their caregiver’s health
and well-being.

Data Extraction

Two authors independently completed full-article cod-
ing of the 10 studies that met the inclusion criteria. For
each study, we extracted the following: aim, health focus
area, country, study design, results, and conclusion. We

appraised each article’s quality using the Mixed Methods
Appraisal Tool (MMAT) (Hong et al., 2018). We used
the MMAT because our inclusion criteria allowed for a
variety of study designs, and we wanted to appraise the
quality of all of the articles.

Results

The initial search yielded 72 papers. After we removed
44 duplicates, at least two authors reviewed the titles
and abstracts for each of these studies. Any discrepan-
cies between the two authors were discussed by the
three-person author team until they reached a consensus.
After excluding 12 studies from the abstract reviews, at
least two of the authors reviewed the remaining studies’
full text. The authors further excluded six studies due
to four not being evaluative, one occurring before the
COVID-19 pandemic, and one describing a survey
design. We included the remaining 10 articles in the
analysis. The screening process is detailed in Figure 1.

Study Characteristics

In the cross-sectional studies, participant numbers ranged
between 31 and 4,913. Of the 10 studies included, only
two studies had an equal or higher percentage of male
caregivers than female caregivers (Borges-Machado
et al.,, 2020; Mazzi et al., 2020). Three of the studies
described the family caregivers by their relationship to
the care recipient (e.g., spouse, adult children) (Borges-
Machado et al., 2020; Panerai et al., 2020; Rainero et al.,
2021). All of the studies included articles that used online
and telephone survey sampling methods.

Four of the studies were from Italy; the rest were
from Greece (2), Portugal (1), India (1), Argentina (1),
and England (1). No study was from the United States
or East Asian countries. Several validated measures
were used to assess anxiety, depression, stress, and
burden. Table 1 provides an overview of the study
characteristics. All of the studies fit into the Mixed-
Methods Appraisal Tool’s quantitative descriptive
study category and were deemed by two authors as
having methodological rigor. There were no disagree-
ments in quality assessment.

Psychological Impact on Family Caregivers

All of the studies included examined the psychological
impact on family caregivers. Psychological symptoms
were assessed using various validated measures, as
shown in Table 1. The most common outcomes assessed
were anxiety, burden, and depression. One study found
more ICs of PWD experienced symptoms of depression
related to the restrictions in place surrounding the
COVID-19 pandemic rather than the increased amount
of time spent caregiving (Altieri & Santangelo, 2021).
The study authors concluded that this was likely due to



Hughes et al.

72 records identified through database &
other sources searching

N

28 titles and abstracts screened

'I

44 duplicates

16 full texts screened

12 excluded after screening titles and abstracts
as they did not meet the inclusion criteria

10 citations included

6 full-text articles excluded

Figure |. Flow diagram article selection process.

the decrease in social support. The same study found
that ICs of PWD with higher rates of resilience reported
a significant increase in anxiety during the lockdown,
suggesting that a pandemic can have a negative psycho-
logical effect even on mentally strong ICs. An additional
study found that IC of PWD distress arose during the
quarantine period, regardless of whether the care receiv-
er’s neurocognitive symptoms changed (Alexopoulos
et al., 2021). This study also found increased IC anxiety
symptoms were unrelated to the severity of their care
receiver’s neurocognitive disorder. Instead, the increase
was attributed to the changes in routine due to
COVID-19.

In a study performed in Argentina after four weeks of
quarantine, rates of IC of PWD burden were higher,
especially for ICs providing care to loved ones with
advanced stages of dementia (Cohen etal., 2020).
Another study that surveyed 4913 ICs of PWD found
they reported a significant increase in anxiety, depres-
sion, distress, and irritability from the pandemic quaran-
tine (Rainero et al., 2021). An additional study found
three themes in the IC experience during COVID-19:
loss of control, uncertainty, and adapting to the new nor-
mal (Giebel et al., 2020). This study determined a major-
ity of ICs of PWD were concerned about whether their
care receivers would still be able to access and enjoy
social support service programs after not experiencing
them during the pandemic’s closure period.

Risk and Protective Factors

The review identified both risk factors and protective
factors against adverse health and well-being outcomes
among ICs of PWD during COVID-19. The risk and
protective factors can be categorized into three themes:

psychosocial, sociodemographic, and environmental
factors.

Psychosocial factors of resilience, neuropsychiatric factor,
and social isolation. Altieri and Santangelo (2021) found
a significant interaction between time and resilience in
examining anxiety scores, revealing that ICs of PWD
with high resilience showed a more significant increase
in anxiety levels during lockdown than ICs of PWD
with low resilience. However, Altieri and Santangelo
(2021) also found that caregiver burden was associated
negatively with resilience scores and positively with
higher functional dependence.

IC’s distress during quarantine was influenced by
memory deficits and neuropsychiatric symptoms
(Alexopoulos et al., 2021). Caregiver’s symptoms of
depression and anxiety also increased as the length of
time in isolation increased (Mazzi et al., 2020). Panerai
et al. (2020) found that home confinement due to the
COVID-19 pandemic increased the risk of caregiver
burnout by 10%. In one of the studies from Greece, it
was found that 80% of caregivers reported an increase in
their psychological burden (Tsapanou etal., 2020).
Borges-Machado et al. (2020) found ICs experienced an
increase in their levels of caregiver burden, while they
reported a decrease in self-rated well-being. An addi-
tional study found that time was significantly associated
with the severity of depression symptoms among ICs
(Altieri & Santangelo, 2021).

Cohen et al. (2020) studied how the obligatory social
isolation affected the stress levels and burden of care of
ICs of PWD after the initial four weeks of quarantine.
Their study found that social isolation due to COVID-19
confinement increased IC stress independently of the
dementia stage of their care recipient. However, those
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Table |. Study Characteristics.

Target Data collection Outcome
Reference Country population mode measure(s) Key findings
Alexopoulos Greece 67 ICs of Telephone Distress Caregiver distress
etal. (2021) individuals questionnaire was influenced by
with mind memory deficits and
and major neuropsychiatric
neurocognitive symptoms.
disorder
Altieri and Italy 84 ICs of PWD Online survey Anxiety, The multivariate analysis
Santangelo depression, of variance revealed an
(2021) resilience, and effect of time (before and
caregiver burden during the lockdown)
in the whole group
on depression scores.
Caregivers with high
resilience showed a
more significant increase
of anxiety levels during
lockdown than caregivers
with low resilience.
Regression analysis revealed
caregiver burden was
associated negatively
with resilience scores
and positively with higher
functional dependence.
Borges-Machado  Portugal 36 ICs of Telephone Caregiver burden There was an increase in
etal. (2020) individuals interview IC burden and a decline
with IC well-being. Pre- and
neurocoghnitive post-confinement
disorder comparisons showed
that care recipients
significantly declined their
independence in activities
of daily living and increased
Neuropsychiatric
Inventory total score.
Cohen etal. Argentina 80 ICs of Questionnaire Stress Overall, COVID-19
(2020) individuals confinement increased IC
with stress independently of the
Alzheimer’s dementia stage. However,
disease ICs caring for severe

cases had more stress
compared to those caring
for individuals with milder
forms of Alzheimer’s
disease.

ICs main concerns were for
severe dementia cases,
fear of absence of the
paid caregiver during the
epidemic, and, for those
caring for mild cases of
dementia, fear of spreading
the disease while assisting
patients with instrumental
activities.

(continued)
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Table I. (continued)

Target

Reference Country population

Data collection
mode

Outcome

measure(s) Key findings

Giebel et al. 50 ICs of PWD

(2020)

England

Mazzi et al. Italy 239 ICs of PWD

(2020)

128 ICs of
individuals
with major
neurocognitive
disorder

4,913 ICs of
PWD

Panerai et al. Italy
(2020)

Rainero et al. Italy
(2021)

Tsapanou et al. Greece 204 1Cs

(2020)

Vaitheswaran India 31 ICs of PWD

etal. (2020)

Telephone
interview

Telephone
interview

Telephone
interview

Telephone
interview

Questionnaire

Telephone
survey

ICs of PWD were greatly
affected by the sudden
removal of social support
services and concerned
about when services
would re-open. ICs were
worried about whether
the person they cared
for would still be able
to re-join social support
services.

Anxiety

Education was associated
with significantly lower
overall anxiety and
depression scores while
days of isolation and
female gender were
associated with the higher
scores for ICs. A marked
reduction of health
services was observed in
all care recipients.

ICs are at an increased risk
of burnout due to changes
related to the COVID-19
pandemic.

Anxiety and
depression

Distress

Anxiety,
depression, and
distress

ICs reported a high increase
in anxiety, depression,
caregiver burden, and
distress.

ICs reported a great increase
in psychological and
physical burden during the
COVID-19 pandemic.

ICs had multiple needs
during the changes
related to the COVID-19
pandemic. A multilayered
approach to support is
necessary.

Psychological
burden

Caregiver burden

ICs caring for severe cases had more stress compared
to those caring for individuals in milder forms of
dementia.

Sociodemographic factors of gender and education. In
accordance with previous studies, women were found to
be at higher risk for anxiety, depression, and stress than
male ICs. Additionally, caregivers with more years spent
obtaining an education experienced lower rates of anxi-
ety and depression (Mazzi et al., 2020).

Environmental factors of home confinement, living arrange-
ment, and stage of dementia. Borges-Machado et al.
(2020) in Portugal analyzed home confinement impact
on individuals with neurocognitive disorders (NCD)
through the IC’s perspective and examined how it
affected caregiving burden. Their study found that home
confinement was associated with a significant decline in
independence in activities of daily living (ADL) and
increased Neuropsychiatric Inventory (NPI) total score
among care recipients. Additionally, it was found that as
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length of home confinement increased, caregivers were
spending more time providing care each day. Results
also showed an increased caregiving burden and a
decline in well-being among ICs of PWD. In Italy, Pan-
erai et al. (2020) also investigated the levels of burden
and distress of ICs of PWD following the confinement
of the COVID-19 pandemic. They found that ICs of
PWD were at an increased risk of burnout due to the
pandemic. Mazzi et al. (2020) also found that days of
isolation was associated with higher levels of anxiety
and depression.

In a study from Italy, it was found that 75% of care-
givers lived within the same home of the care-receiver
during the COVID-19 pandemic (Altieri & Santangelo,
2021). Results from Cohen and colleague’s study found
60% of family members discontinued visiting their
loved one during the pandemic, however as severity of
dementia increased the discontinuation of visits
decreased (Cohen et al., 2020). Mazzi etal.’s (2020)
study from Italy found there was not a significant differ-
ence in anxiety levels among caregivers during the
COVID-19 pandemic, when comparing those who lived
in the home with the care-receiver to caregivers who did
not live in the same household.

Cohen et al. (2020) found that there was no difference
in the level of burden before coronavirus pandemic for ICs
of persons in the three stages of dementia. However, the
level of burden of the IC after four weeks in quarantine
was higher, especially for advanced stages of dementia.

Caregiver Needs

A study conducted in Italy points out that online support
groups could aid in reducing depressive symptoms for
ICs of PWD experiencing social isolation during the pan-
demic (Altieri & Santangelo, 2021). Cohen et al. (2020)
found that ICs of PWD were particularly concerned
about paid caregivers being absent during the pandemic.

Discussion

This rapid review aimed to examine the impact of
COVID-19 on the health and well-being of ICs of PWD.
Our review revealed that there are relatively few studies
on this topic worldwide, and none in the United States or
East Asian countries. The lack of studies in these regions
is surprising given that the country with the highest
death rate from COVID-19 is the United States (BBC
News, 2021) and the pandemic started in China
(Mallapaty, 2020). Although the studies in this review
differed in sample sizes and specific ICs of PWD health
conditions of focus, they were overall quite similar
using a cross-sectional design and focusing on mental
health rather than physical health.

Most of the studies included in this review did not
indicate the relationships between the ICs and care
recipients. While two of the three studies that specified
this relationship were predominantly concerned with

adult children ICs, one study had higher number of
spousal caregivers in their study sample. The lack of
focus on certain types of ICs regarding their relationship
to the care recipient is a concern as there is evidence of
differences in burden between spouse and adult-child
ICs of PWD (Pinquart & Sorensen, 2011). Spouse ICs of
PWD differ from children ICs of PWD significantly
regarding sociodemographic variables with the most
prominent differences being spouses tend to be older
and not working. Additionally, spouse ICs of PWD pro-
vide more support but report fewer care recipient behav-
ior problems. However, spouse ICs of PWD report more
depression symptoms, greater financial and physical
burden, and lower levels of psychological well-being
(Conde-Sala et al., 2010). Furthermore, studies on ICs
of PWD conducted in different contexts and cultures
may reveal different findings. For example, in some
countries, like East Asian countries, adult children are
more likely to be the ICs of their aging parents than in
other Western countries (Chan, 2010) like the U.S.
where the spouse is sometimes the primary IC (AARP &
National Alliance for Caregiving, 2020).

Several risk and protective factors emerged in this
review, many in keeping with what has been found in
previous studies, including those related to gender, edu-
cation, and social isolation. A new risk factor related to
the COVID-19 pandemic is home confinement, which
has led to more social isolation among the ICs and their
care recipients. Consistent with previous studies of health
outcomes of ICs of PWD, female ICs experienced higher
level of depressive symptoms, stress, and anxiety com-
pared to male ICs. In addition, our findings added to the
evidence that higher level of educational attainment was
a protective factor of the adverse health outcomes of ICs
of PWD (Gottlieb & Rooney, 2004; Mazzi et al., 2020).

A surprising result was found regarding the impact of
resilience on the mental health of the ICs of PWD.
Previous studies have reported that resilience and social
support play an important role in reducing physical and
psychological burden in caregivers (Joling et al., 2016;
Manzini et al., 2016; Ong et al., 2018; Petriwskyj et al.,
2016). Altieri and Santangelo’s (2021) study found that
ICs of PWD with high resilience showed a more signifi-
cant increase in anxiety levels during lockdown than ICs
of PWD with low resilience. This indicates that pro-
grams designed to help improve the health of ICs of
PWD should target ICs with all levels of resiliency,
especially during stressful times.

All of the studies included in this review used a
cross-sectional research design. In investigating poli-
cies and programs that can be implemented to improve
the health and well-being of ICs of PWD, we recom-
mend that related studies include randomized controlled
trials. Our research shows that the studies examining
the impact of COVID-19 on the health and well-being
of ICs of PWD indicate that the pandemic has increased
stress and burden levels. The interventions designed to
reach ICs of PWD must be evaluated with rigor so that
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those strategies that are effective can then be dissemi-
nated widely. Furthermore, studies examining the pan-
demics’ impact on ICs of PWD are still needed for
many world regions.

Strengths and Limitations

Strengths of this review study include its rapid and com-
prehensive nature. The knowledge from identifying all
studies worldwide over the last year that examined the
impact of COVID-19 on the health and well-being of
ICs of PWD is important to develop interventions that
can improve the situation for ICs.

This study had a few limitations. First, our review was
limited to articles from peer-reviewed journals and does
not include any unpublished research. Second, we only
reviewed studies written in English. Third, some major
countries and regions such as the United States and East
Asia are not represented because, to our knowledge,
there were no studies published on this topic during our
time frame. This lack of representation limits the gener-
alizability of the findings to all areas around the globe.

Conclusion

This rapid review confirms that there has been a nega-
tive impact on the health and well-being of ICs of PWD
during the COVID-19 pandemic. Published studies sug-
gest that psychological conditions like depression and
anxiety have been particularly prevalent among ICs.
Going into the pandemic, social isolation was an increas-
ing problem for ICs of PWD (Brodaty & Donkin, 2009;
Vasileiou et al., 2017), and the pandemic has magnified
that issue with quarantines, stay-at-home orders, and the
canceling of social support services. In the future, it is
important that policymakers and health promotion pro-
fessionals design policies, programs, and other services
that can withstand the impact of global crises such as a
pandemic. Such efforts could help ICs of PWD maintain
their health and well-being and may indirectly benefit
their care recipients by having an IC in better health.
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