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Abstract

Background
With a lack of existing comprehensive reviews, the aim of this mixed-methods systematic review was to synthesise the evidence on the early impacts of the
pandemic on unpaid dementia carers across the globe.

Methods
This review was registered on PROSPERO [CDR42021248050]. PubMed, CINAHL, Embase, Scopus and Web of Science were searched from 2020 to July 2021.
Studies were included if they reported on the different impacts of the pandemic on unpaid dementia carers aged 18+, with papers published in English,
German, Polish, or Spanish. A number of research team members were involved in the selection of studies following PRISMA guidance.

Results
Thirty-six studies (43 papers) from 18 countries reported on the early impact of the pandemic on unpaid dementia carers. Impacts were noted on accessing
care and support; carer burden; and well-being. Studies found that carers had limited access to care and support services, increased workload, enhanced
feelings of isolation, and reduced wellbeing. All these negatives impacts were interlinked, with reductions in access to care and support increased carer’s
unpaid caring tasks, removing any opportunities for temporary respite, and thus increasing carer burden and reducing mental well-being in many.

Conclusions
The needs of unpaid dementia carers appear to have increased during the pandemic, without adequate support provided. Policy initiatives need to enable
better mental health support and formal care provision for unpaid carers and their relatives with dementia, whilst future research needs to explore the long-
term implications of carer needs in light of care home restrictions and care delivery.

Introduction
Of the estimated 55 million people living with dementia worldwide (WHO, 2021), many receive support from family members or friends, who are providing free
and unpaid care to their relatives with dementia. Whilst providing a great deal of support for their relatives, unpaid carers are often overlooked in receiving
support themselves (Clemmensen et al., 2021). Already before the COVID-19 pandemic, many unpaid carers experienced high levels of burden and poor
mental well-being as a result (Sutcliffe et al., 2017). This increases as dementia advances, due to higher care needs of the person with dementia, and can
often be a contributor for people with the condition to utilise more formal care including entering a care home (Kerpershoek et al., 2020).

People living with dementia have been particularly vulnerable and susceptible to the COVID-19 in this ongoing pandemic, due to their predominantly increased
age (Banerjee et al., 2020) and frequent lack of understanding public health restrictions (Giebel et al., 2021a; Tuijt et al., 2021a). This has not only affected the
person living with the condition, but also their support network which tries to keep them safe.

The COVID-19 pandemic has provided new care challenges and additional care needs for people with dementia, with social care and social support services
primarily closed or operating at reduced levels (Giebel et al., 2021b). Early evidence seems to indicate that these reductions in external care support have led
unpaid carers to take on additional care roles, on top of their previous caring roles (Rising et al., 2021; Sririam et al., 2021). Additional caring duties and hours
without any reprise appear to be linked to poorer mental health and well-being in carers, with a growing body of evidence reporting on the wider exacerbated
mental health needs of unpaid carers since the pandemic (Rainero et al., 2021; Vaitheswaran et al., 2021).

Despite a bourgeoning evidence base into the impacts of the pandemic on unpaid dementia carers, to date, it appears that no single systematic review has
evaluated and synthesised the existing literature on the wider impacts of the pandemic on these unpaid carers. Instead, a rapid systematic review from early
2021 has looked at the psychological impact only, reporting negative effects of the pandemic on unpaid carers’ mental health, including depression and
anxiety (Hughes et al., 2021). The review failed to explore the wider impacts of the pandemic, however, on carers’ access to care, which may be linked to
reductions in health and well-being. Other systematic reviews on COVID-19 and dementia have solely focused on people with dementia and speci�c outcomes,
such as cognition and mental health (Suarez-Gonzalez et al., 2021), or included non-primary research very early in the pandemic (Bacsu et al., 2021), providing
little insights into the wider impacts on unpaid carers.

Therefore, the aim of this mixed-methods systematic review was to understand the impact of the COVID-19 pandemic on unpaid dementia carers, focusing on
carers’ health and well-being as well as health and social care access in the early stages of the pandemic. There is a continued need for understanding how
the pandemic is impacting on unpaid carers, not just for dementia, but also for other conditions. COVID-19 is still affecting people’s lives, so that knowledge
from the early stages of the pandemic can help shaping care and support from Governments and care services to meet the needs of the unpaid workforce of
some of the most vulnerable populations of our societies during the current pandemic as well as moving forward.

Methods
The protocol of this systematic review was registered on PROSPERO [ID: CRD42021248050]. Two unpaid carers (JC, HT) advised on the development of this
review, were interpreting the �ndings jointly with other team members, read through drafts of the manuscript, and provided feedback. Due to the high number
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of included studies, the results are presented in two parts: Part I focusing on people living with dementia and Part II focusing on unpaid carers. A full report of
the methods for this review is presented in Part I (see Giebel et al., submitted). Only empirical studies were included in this review, both quantitative and
qualitative. Studies for Part I and II were included if they focused on people living with dementia aged 18+ and/or unpaid carers of people living with dementia
aged 18+. Studies of people without a dementia diagnosis, formal or paid carers, or people aged 17 and younger were excluded. The data bases PubMed,
CINAHL, Embase, Scopus and Web of Science were searched from 2020 to July 2021, using the search term ‘Covid-19’ and search terms relating to dementia.
Each title and abstract were screened by one reviewer (with the task divided amongst three reviewers due to citation size), and a 10% check was performed by
a fourth reviewer as part of Stage 1. For Stage 2, each full-text paper was then screened by two reviewers each, with the task divided among four reviewers in
total due to the large number of inclusions. Included studies were assessed using QualSyst (Kmet et al., 2004) by two researchers independently.

Results

Overview of included studies and data selection
159 full texts were read through for inclusion for the overarching review (Part I and II), with 36 studies reported in 43 papers speci�cally reporting on the
impact of the pandemic on unpaid dementia carers. Studies were conducted across 18 countries, including Greece, Italy, Singapore, India, Poland, and the UK.
The majority of studies (n=25) were quantitative, including retrospective surveys enquiring about changes since the pandemic (Carpinelli-Mazzo et al., 2021;
Pongan et al., 2021) and assessments of mental health and carer burden (i.e., Hwang et al., 2021; Losada et al., 2021). Qualitative studies (n=8) reported on
remote interviews with unpaid carers about their experiences of providing care during the pandemic and their concerns (i.e., Rising et al., 2021; Sririram et al.,
2021). Three mixed-methods studies reported on different impacts, including carer burden and access to care (Dassel et al., 2021; Rajagopalan et al., 2021;
Savla et al., 2021). All studies focused on unpaid carers of community-residing people living with dementia, with Borg et al. (2021 focusing on both
community and care homes.

[Figure 1; Tables 1-3]
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Table 1
Overview of included studies

Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Alexopoulo et
al.

Greece Carers of people
with mild (N =13)
and major (N
=54)
neurocognitive
disorder (about
carers)

Care
burden,
mental
health,
cognition

Quantitative Telephone survey was
based on items of the
neuropsychiatric inventory
questionnaire, the AD8
Dementia Screening
Instrument, and the Bristol
Activities of Daily Living
Scale. Generalized Anxiety
Disorder 7-Item (GAD-7)
and the 22-item Impact of
Event Scale-revised (IES-R).

Caregiver distress
severity during the
con�nement
period was
in�uenced by
memory de�cits,
neuropsychiatric
symptoms of
people with
dementia,
caregiver
hyperarousal and
avoidance
symptoms and
worries directly
linked to the
COVID-19 crisis.

Community N/A

Altieri;
Santangelo

Italy 84 carers of
people with
dementia (about
carers)

Carer
burden,
mental
health

Quantitative Online survey, a
sociodemographic
questionnaire, the Italian
version of Hospital Anxiety
and

Depression Scale (HADS),
the Italian version of the
Resilience Scale for Adults
(RSA), the Italian version of
Caregiver Burden Inventory

(CBI).

Produced
psychological
consequences in
carers of people
with dementia,
with an increase
of levels of
depression. High
resilience had a
negative effect on
anxiety levels.

Community April 
and M
3rd

Azevedo et
al.

Argentina,
Brazil,
Chile

321 family carers
of people with
dementia (about
people with
dementia and
carers)

Care
Burden,
Mental
health,
Behaviour

Quantitative
cross-
sectional
study

Questionnaires were
applied via telephone - age,
sex, education level,
socioeconomic status
(through appropriate
instruments for each

Country), kinship, medical
diagnosis, and severity of
dementia.

Individuals with
dementia felt
sadder and had
increased anxiety
symptoms.
Compulsive-
obsessive
behaviour,
hallucinations,
increased
forgetfulness,
altered appetite,
and increased
di�culty in
activities of daily
living were
reported more
frequently. Carers
reported feeling
more tired and
overwhelmed.

Community May t
July 2

Borelli et al. Brazil 58 people and
carers (about
people with
dementia and
carers)

Care
burden,
mental
health,
cognition

Quantitative
cross-
sectional
study

The Neuropsychiatric
Inventory Questionnaire
(NPI-Q), Zarit Burden
Interview (ZBI), Beck
Depression (BDI) and
Anxiety (BAI)

Cognitive decline
was shown, as
well as
behavioural
symptoms
especially
apathy/depression
and functional
decline. Increased
carers’
psychological
distress.

Community May 2
to Ju

2020
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Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Borg et al. France 398 carers
accompanying a
people with
dementia living
at home (HC)
and 159
accompanying a
people with
dementia living
in a nursing
home (NHC)
(about people
with dementia
and carers)

Care
burden,

Mental
health

Quantitative
cross-
sectional
study

Online survey - Anxiety was
assessed with the GAD-7
scale, Depressive
symptoms were assessed
with the CES-D scale,
caregiver’s burden was
assessed using the
validated short version of
the Zarit Burden Interview,
and level of self-rated
stress was assessed with a
visual analog scale
ranging from 0 (no stress
at all) to

10 (highest stress you can
imagine).

Half of the carers
exhibited poor
mental health,
including
depression,
anxiety, or self-
reported stress.
126 PWD (34%)
went to day care
facilities before
lockdown, this
type of
professional
support was
totally suspended
during the
lockdown.

Community
and
nursing
home

17th
Marc
11th 
2020

Borges-
Machado et
al.

Portugal 36 carers (about
people with
dementia and
carers)

Care
burden,
mental
health

Quantitative Survey - Barthel Index (BI),
The NPI 30 was used to
analyse the BPSD,
CarerQol was used to
address Carer-

Qol-7D, and CarerQol-VAS.

Increased
caregiving burden
and a decline in
their well-being.
People with
dementia
decreased their
volume of
physical activity,
and conversely
increased their
sitting time,
decreased well-
being.

Community Nove
2019 
June 

Boutoleau-
Bretonnière et
al. (2 papers)

France 38 carers (about
people with
Alzheimer’s
disease and
carers)

38 behavioural
variant
frontotemporal
dementia (bvftd)
and 38 Alzheimer
disease (AD)
carers (about
carers)

Cognition,
Mental
Health, care
burden

Behaviour,
Care
burden

Quantitative The Neuropsychiatric
Inventory-Questionnaire

Standardised surveys,

The Neuropsychiatric
Inventory (NPI)

Questionnaire

Only 10 had
neuropsychiatric
changes.
Con�nement
seems to impact
neuropsychiatric
symptomatology
in people with AD
with low baseline
cognitive function.
The duration of
con�nement
signi�cantly
correlated with
both the severity
of their
neuropsychiatric
symptoms, as well
as with the
distress
experienced by
their carers

Bvftd carers -
increased burden
regardless of
behavioural
changes. AD
carers -increased
burden related to
changes in people
with AD
neuropsychiatric
symptoms.

Community 26th
Marc
9th M
2020

Carcavilla et
al.

Spain 106 family carers
of people with
dementia (about
carers)

Care
burden,
mental
health

Quantitative
descriptive
cross-
sectional
study

Online survey - Caregiver’s
pro�le, main problems for
the caregiver and
consequences for both
people with dementia and
their carers during COVID,

Family carers of

people with
dementia
experienced
psychological
problems, like
anxiety, mood,
sleep, or eating
disorders during
con�nement.

Community May t
June 
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Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Carpinelli
Mazzi et al.

Italy 239 carers of
people with
dementia (about
people with
dementia and
carers)

Access to
care,
Mental
health,

Care
burden

Quantitative Telephone survey: Italian
versions of Zung’s
depression and anxiety
assessment

Scales (ZDAAS), the
Perceived Stress Scale
(PSS), The ZBI (Zarit
Burden Interview)

people with
dementia were
deprived of care
services and time
of isolation had a
signi�cant
negative effect on
anxiety and
depression in
carers.

Community N/A

Cohen et al. Argentina 119 family carers
of persons with
AD or related
dementia

Living at home
(about people
with dementia
and carers)

Behaviour,
mental
health,
health

Quantitative Questionnaire survey:
designed a visual analog
scale to study the burden
of care that

family members or paid
caregivers experienced
before and during the
epidemic, demographics of
family members, paid
caregivers, and dementia
subjects

Increased anxiety
(43% of the
sample), insomnia
(28% of the
subjects),
depression (29%),
worsening gait
disturbance (41%),
and increase use
of psychotropics
to control
behavioural
symptoms. Social
isolation, lack of
outpatient
rehabilitation
services, and
increased stress of
family carers

Community N/A

Cohen et al. Argentina 80 family carers
of persons with
Alzheimer’s
disease (about
people with
dementia and
carers)

Mental
health, care
burden,
access to
care

Quantitative Questionnaire survey:
Items included
demographic
characteristics of

both subjects with
dementia and family
members

and problems of
management,
rehabilitation, and

care that subjects
experienced during the �rst
4 weeks of the coronavirus
quarantine in our setting,
anxiety, burnout and stress

that a family caregiver
experienced.

Increased stress
caregiver, half of
the subjects with
dementia
experienced
increased anxiety
and that most
family members
discontinued all
sort of cognitive
and physical
therapies

Community April 

Dassel et al. USA 82 carers (about
carers)

Access to
care

Mixed Quantitative survey and
semi-structured qualitative
telephone interviews

Some of family
carers revisited or
updated advance
directives of care
recipients and/or
had some type of
contingency plan
if they were to
become ill 3
themes:
Interruption of

Care Plans,
focused on the
present,
navigating without
a compass

Community Surve
May -
June

2020
teleph
interv

July -
Septe

2020
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Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Giebel et al. UK 14 unpaid carers,
7 people with
dementia (about
people with
dementia and
carers)

Service
usage

Qualitative
interviews

Co-produced questions
about inequalities in
accessing post-diagnostic
care

4 themes:

(1) Getting the ball
rolling: the process
of diagnosis; (2)
Balancing the
support needs of
people with
dementia and
carers; (3) Barriers
to accessing
support; and (4)
Facilitators to
accessing support.

Community Janu
Marc
2020

Giebel et al.
(2 papers)

UK 569 participants,
61 people

with dementia,
285 unpaid
carers, and 223
older adults
(about people
with dementia
and carers)

Mental
wellbeing,

Service
usage

Quantitative
3-time point
survey

Co-produced survey on
service usage, General
Health Questionnaire,
Short version of the
Warwick-Edinburgh Mental
Wellbeing Scale, Patient
Health Questionnaire

Social support
service use
signi�cantly
reduced since
pandemic;

Higher variations
in service usage
linked to increased
levels of anxiety in
people with
dementia, and
lower levels of
mental well-being
in unpaid carers.

Community April 
Augu
2020

Giebel et al./
Hanna et al.
(5 papers)

UK 50 baseline
participants (42
unpaid carers, 8
people with
dementia), 20
follow-up
interviews (16
unpaid carers, 4
people with
dementia) (about
people with
dementia and
carers)

Service
usage,
Cognition,

Everyday
functioning,

Mental
wellbeing

Qualitative
interviews

Co-produced questions
about service usage before
and since the pandemic

People with
dementia were
reported to
deteriorate faster,
struggled
accessing social
support services,
and experienced
di�culties
deciding about
whether to receive
paid home care.
Inequalities in
accessing care
noted. Mental
health issues
noted for people
with dementia and
unpaid carers.

Community April 
July 2

Helvaci
Yilmaz et al.

Turkey 54 individuals
diagnosed with
AD and carers
(about people
with dementia
and carers)

Carer
burden,
cognition,
mental
health

Quantitative Survey prepared by the
neurology department of
Medipol University Istanbu

AD worsening
symptom was
forgetfulness and
agitation. The
carers thought
that something
terrible would
happen to the
patient and felt
they could not �nd
time for
themselves. Drug
rejection increased
the burden twofold

Community April 
May 3
2020

Hwang et al. USA 34 carers (about
carers)

Mental
health, care
burden

Quantitative Questions were developed
by the authors based on
the previous literature,
generalized Anxiety
Disorder-7, Center for
Epidemiologic Studies

Depression Scale, Clinical
Dementia Rating (CDR),
Barthel Activities of Daily
Living Index,
Neuropsychiatric Inventory
(NPI).

Worrying about
spreading covid-
19 to the people
with dementia,
taken on
additional
caregiving duties
for others in their
family since covid-
19, and reported
one or more
anxiety symptoms

Community June 
2020
Augu
28th,

2020



Page 8/19

Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Kostyal et al. Hungary 370 family carers
of people with
dementia (about
carers)

Access to
care, care
burden,
mental
health

Quantitative Online survey - socio-
demographic background,
caregiver-care recipient
relationship, caregiver’s
responsibilities: caregiver’s
self-reported physical,
general and mental health
status, di�culties posed by
the pandemic

A deterioration in
their �nancial
status. A decline in
general and
mental health,
family carers’
burden increased

Community May–

2020

Losada et al. Spain 88 family carers
(about family
caregiver)

Care
burden,

Cognition,

Mental
health

Quantitative Telephone survey -

Spanish version of GDS
and Barthel Index-
Behavioural and
psychological symptoms,
Carers’ depressive and
anxiety symptomatology,
carers’ emotions, family
and economy during
COVID

Increased negative
emotions,
con�icts, and
thoughts on giving
up on caregiving.
Some carers had
increased positive
emotions.

Community June 
– Mid
of Ma
2021

Ng et al. Singapore 50 people with

Mild FTD and 50
people with mild
AD dementia
(about people
with dementia
and carers)

Access to
care,
behaviour

Quantitative Phone based

Survey - to identify major
themes of particular
concern to patient–carers
dyads of FTD.

Preliminary
�ndings

Demonstrate that
people with FTD
have signi�cant
worsening in
behaviour and
social cognition,
as well as suffer
greater negative
consequences
from disruption to
healthcare
services compared
to people with AD.

Community N/A

Panerai et al. Italy 128carers of
people with
dementia (about
people with
dementia and
carers)

Care
burden,
cognition,
mental
health

Quantitative The Neuropsychiatric
Inventory Questionnaire
(NPI-Q) and the Caregiver
Burden Inventory (CBI)

Increased risk for
burning out of
carers,
Neuropsychiatric
symptoms in
people with
dementia
signi�cantly
increased as well.

Community April 
and M
16th 

Pongan et al. France Carers of people
with dementia
(about people
with dementia
and carers)

Care
burden,
behaviour,

Mental
health

Quantitative Cross-sectional online
survey, The Checklist for
Reporting Results of
Internet E-Surveys
(CHERRIES), the GAD-7
scale (The General Anxiety
Disorder-7), The CES-D
scale (Center for
Epidemiologic Studies-

Depression)

Impact on
behavioural
disorders in people
with dementia and
these disorders are
associated with
poorer mental
health of carers.

Community 15th 
– 15t
June 

Rainero et al. Italy 97 dementia
centers, 4913
people with
dementia (about
people with
dementia and
carers)

Care
burden,
mental
health

Quantitative Survey, Clinical Dementia
Rating (CDR)

Carers reported a
high increase in
anxiety,
depression, and
distress. Acute
worsening of
clinical symptoms
in people with
dementia

Community April 

Rajagopalan
et al.

India 104 dementia
and their carers
(about people
with dementia
and carers)

Care
burden,
behaviour,
mental
health,
access to
care

Mixed
method

Validated instruments and
a semi-structured interview
guide

Worsening of
behaviour,
problems in
accessing care,
disruptions in
functional
activities and
struggles in
enforcing infection
prevention
contributing to
caregiver distress.

Community 15 M
and 2
June
2020



Page 9/19

Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Rising et al. USA 25 people with
dementia and
Caregiver (about
people with
dementia and
carers)

Care
burden,
cognition,
mental
health

Qualitative Semi-structured interviews Four themes
emerging:
disruption of
socialization, fear
and risk
mitigation, coping
strategies, and
caregiver burden

Community Augu
Nove

2020

Rusowicz et
al.

Poland 85 carers (about
caregiver)

Care
burden,
mental
health

Quantitative Questionnaire; 10-item
Perceived Stress Scale
(PSS-10)

High levels of
stress, PSS-10
correlated with the
deterioration of
illness during
Covid-19, changes
in daily
functioning, and
concerns about
both the health of
the charge and
caregiver

Community N/A

Savla et al. USA 53 family carers
of persons with
dementia (about
caregiver)

Cognition,
Care
burden,
access to
care

Mixed Structured survey and
open-ended questions -
people with dementia’s
living arrangement and
cgs’ relationship with
people with dementia, age,
perception of income
adequacy, and
race/ethnicity, people with
dementia’s memory-related
behaviour problems, cgs
rated three items
exhausted, more things to
do than can handle, didn’t
have time for self) on a 4-
point Likert scale from 0
(not at all) to 3 (extremely)

Carers who were
more concerned
about the COVID-
19 pandemic were
at greater odds of
experiencing high
role overload than
those who
recognized
positive aspects of
the pandemic.
Home care
services had
reduced.

Community April 
and M

Sriram et al. UK 23 carers (about
carers)

Care
burden,
access to
care,
mental
health

Qualitative Semi-structured Interview Three main
themes—Changes
to daily life,
impact on carer
health and
wellbeing and
reduced support
from health and
social support
networks.

Community N/A

Tam et al. Canada 498 participants
carers and
people with
dementia (about
people with
dementia and
carers)

Carer
burden,
health
services,
mental
health

Quantitative Survey - themes: 1)
information and resource
needs, 2)

Caring for someone living
with dementia during the
COVID-19 pandemic
(speci�c to care partner
surveys),

3) mental health and well-
being needs, 4) the use of
technology for social
connection during the
pandemic.

Reported several
serious concerns,
inability to visit the
person that they
care for in long-
term or palliative
care. Reported that
the pandemic
increased their
levels of stress
overall and that
they felt lonelier
and more isolated
than they did
before the
pandemic.

Community June 
2020
Augu
2020

Tsapanou et
al.

Greece 339 carers
(about carers
and people with
dementia)

Carer
burden

Quantitative,
Exploratory
sequential
mixed-
methods
design –
Quantitative

Online questionnaire was
created regarding both
changes of the patient they
take care of, and changes
to their own burden

Signi�cant decline,
both in an overall
aspect of the
people with
dementia, and in
speci�c domains
(mostly
communication
and mood). carers
-signi�cantly
increased physical
and psychological
burden

Community Nove
2020 
April 
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Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Tuijt et al. (2
papers)

UK 30 people living
with dementia,
31

Family carer
(about people
with dementia
and carers)

Cognition,
care burden

Access to
care

Qualitative Interviews were semi
structured

Semi-structured interviews

1) awareness of
restrictions, 2)
restructuring
caring
relationships to
manage covid-19
risk, 3) protective
factors, 4) the
psychological and
cognitive impact
of restrictions, and
5) the importance
of social
engagement.

Three main
themes were
derived relating to:
proactive care at
the onset of covid-
19 restrictions;
avoidance of
healthcare
settings and
services; and
di�culties with
remote healthcare
encounters.

Community May -
Augu

2020

Tulloch et al. Australia 26 carers of
people with
dementia (about
carers)

Access to
care,
positive
caregiver
experiences

Qualitative Semi-structured interviews Pre-pandemic
care: (1) focusing
on the people with
dementia and (2)
working together
during-pandemic
care: (1)
respecting
personhood; (2)
connecting with
virtues and values;
(3) improving
relationships; (4)
seeking and
receiving support;
(5) prioritizing self-
care; (6) being
protective and
proactive; (7)
making practical
changes. Moving
forward from
COVID-19: (1)
strengthening
commitment to
the people with
dementia (2)
looking after my
own needs, and
(3) considering
practical
requirements.

Community June 
and

Augu
2020

Vaitheswaran
et al.

India 31 carers (about
carers)

Care
burden,
carers need

Qualitative Semi structured interviews Themes: unique to
the carers that
directly related to
their caregiving
role, while the
second set did not
relate directly to
their caregiving
role, needs,
provision of
support to meet
needs

Community 1st
Septe
2019 
29th
Febru
2020
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Authors Country Population
(people with
dementia/carers/
sample size)

Focus Design Measures Qual: themes
generated

Quant: outcomes

Setting Time
period
data
collec

Werner et al. Israel 73 Israeli family
carers of

Persons with
dementia (about
carers)

Behaviour,
access to
care

Quantitative
cross-
sectional
study

Online survey - Problematic
Behaviour Scale,
loneliness, cognitive
function, fear

Feelings of burden

Were associated
with carers’
forgone care and
feelings of
loneliness and
perceptions of the
care-receiver’s
cognitive
functioning were
associated with
care-receivers’
forgone care.

Community 25 Ju
2020

And
close
25 Ju
2020

West et al. UK 15 participants
(people with
dementia and

Carers)

Health,
access to
care,
Mental
health, care
burden

Qualitative Semi structured qualitative

Interviews.

8 key themes, with
subthemes: Fear
and anxiety, food
and eating
(encompassing
food

Shopping and
eating patterns),
isolation and
identity,

Community and
social
relationships,
adapting to covid-
19, social isolation
and support
structures, and
medical
interactions.

Community N/A

Zucca et al. Italy 87 dementia
centres, 4710
caregiver –
people with
dementia pairs
(about carers)

Care
burden,
Mental
Health

Quantitative Survey: six

Questions tapping the
following stress
symptoms:

(1) depression, (2) anxiety,
(3) anguish, (4) irritability,
(5)
overwhelmed/helplessness
(OH), and (6)
isolation/abandonment

(IA).

Increased stress,
anxiety, concerned
for people with
dementia’ health,
sense of isolation
and
abandonment.

Community April

14 to 
24, 20
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Table 2
Quality assessment ratings for quantitative

studies
Research Paper Overall Score

Alexopoulo et al. 1.00

Altieri; Santangelo 0.89

Azevedo et al. 0.94

Borelli et al. 1.00

Borg et al. 0.94

Borges-Machado et al. 0.94

Boutoleau-Bretonnière et al. 1.00

Carcavilla et al. 0.67

Carpinelli Mazzi et al. 0.78

Cohen et al. 1.00

Cohen et al. 0.89

Dassel et al. 0.71

El haj et al. 0.83

El haj et al. 0.83

Giebel et al. (2 papers) 1.00

Helvaci yilmaz et al. 0.94

Hwang et al. 1.00

Kostyal et al. 0.89

Losada et al. 1.00

Ng et al. 0.78

Panerai et al. 1.00

Pongan et al. 0.94

Rainero et al. 1.00

Rajagopalan et al. 0.94

Rusowicz et al. 0.94

Savla et al. 0.82

Tam et al. 0.89

Tsapanou et al. 0.89

Werner et al. 0.94

Zucca et al. 0.94
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Table 3
Quality assessment ratings for qualitative studies

Research Paper Overall Score

Dassel et al. 0.70

Giebel et al. 0.95

Giebel et al./ Hanna et al. (5 papers) 0.90

Rajagopalan et al. 0.85

Rising et al. 0.65

Savla et al. 0.75

Sriram et al. 1.00

Talbot; Briggs 0.90

Tuijt et al. (2 papers) 0.90

Tulloch et al. 0.85

Vaitheswaran et al. 0.65

West et al. 0.90

Impact on access to care and support
The impact of the pandemic on access to health or social care was reported in 14 studies, all of which identi�ed reductions in access for unpaid carers,
leaving many people without access to vital support. The availability of support services also appeared to be location-dependent, with level of support services
varying greatly between areas, based on UK reports (Giebel, Hanna et al., 2021; West et al., 2021). Carers reported reduced access to all areas of support
services, including local day centres, memory cafes, support groups and respite care worldwide (Carpinelle-Mazi et al., 2021a; Cohen et al., 2021a; Rajagopalan
et al., 2021). Most of those support the person with dementia directly and the unpaid carer indirectly, whilst peer support groups can support either (e.g., Giebel
et al., 2020; Sriram et al., 2021). Following up with carers at two subsequent time points, Giebel et al. (2021b) identi�ed a small upward trend in access to
social support services again in the months following the �rst nationwide lockdown in the UK, with access to paid carers being the least affected by the
pandemic. Paid home care may have been the least impacted service because of the di�cult decisions carers needed to make during the pandemic, whereby
some carers suspended paid care visits due to fears of transmitting COVID-19, while others felt they could not cope without paid care and were fearful of
reobtaining it post-pandemic (Giebel et al., 2020). Similar �ndings in access to care during the pandemic were reported in other studies (e.g., Cohen et al.,
2020a; Dassel et al., 2021; Rajagopalan et al., 2021; Sriram et al., 2021; Tuijt et al., 2021b). However, there were some reports of local area agencies on ageing
checking in on carers more frequently than before COVID-19 and nutrition services delivering extra meals (e.g., Savla et al., 2020).

Di�culties with accessing care homes due to the increased care needs of the care-recipient was reported in one study (Giebel et al., 2021c). In this UK study,
carers expressed that �nding care home places was challenging due to in�ated fees and care home closures, with some carers opting for a care home place
far away.

Access to healthcare services was explored in some studies. In Israel, Werner et al. (2021) found that 50% of the carers who needed to see a GP or specialist
had forgone at least one of these services. In Argentina, carers reported to have discontinued all sorts of cognitive and physical therapies (Cohen et al.,
2020a). Similarly, in an interview study by Tuijt et al. (2021b), carers reported avoiding healthcare settings and services due to the risk of coronavirus
transmission and fears of overburdening the NHS. However, they also reported proactive care on the onset of COVID-19, whereby a variety of healthcare
professionals would telephone to enquire how the person living with dementia and their family were managing, although this was not the case for all
participants.

Some studies reported that few care services had adapted by providing remote support during the early stages of the pandemic. However, even when remote
support was provided, carers felt it was not a direct replacement for the in-person contact and care that was offered and utilised pre-pandemic (Giebel et al.,
2021d; Sriram et al., 2021). Similar issues were reported for remote healthcare consultations, which were often organised and handled by the carer (Tuijt et al.,
2021b). There were also reports of digital barriers or exclusion from accessing remote healthcare and support services (e.g., Giebel et al., 2021d; Tuijt et al.,
2021b).

Impact on carer burden
Twenty-eight studies documented the impacts of the COVID-19 pandemic on carer burden, with many noting increases in caring responsibilities or time
dedicated to care (e.g, Borges-Machardo et al., 2020; Tam et al., 2021; Tsapanou et al., 2021). A range of tools were used to measure carer burden in
quantitative studies (n=20); however, most relied on self-reports rather than validated measures (e.g., Boutoleau-Bretonniere et al., 2020; Cohen et al., 2021;
Helvaci Yilmaz et al., 2021; Tsapanou et al., 2021). Two studies utilised the Zarit Burden Interview (Borg et al., 2021; Borelli et al., 2021). These studies reported
high levels of burden, with Borg et al. (2021) noting 32.4% of carers’ scores indicated severe burden. Two studies used the Caregiver Burden Inventory (CBI;
Altieri & Santangelo, 2020; Penerai et al., 2020). In a pre-post study on the impact of con�nement during the pandemic on carers in Italy, Penerai et al (2020)
found statistically signi�cant changes in CBI scores pre- and during lockdown, with an increase of approximately 10% of carers at risk for burning out. Large
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effect sizes were reported for total CBI scores and physical burden, and a medium effect size in time dependence and developmental burden. One study used
the Care-related Quality of Life Instrument, reporting signi�cant increases in subjective burden (Borges-Machado et al., 2020).

Impacts on carer burden have been associated with stage of dementia across quantitative studies, with Cohen et al. (2021a) noting levels of carer burden
being particularly high for carers of people with advanced dementia after four weeks of quarantine. Signi�cant differences in the in�uence of diagnostic type
of dementia on levels of burden have not been observed (Altieri et al., 2021; Boutoleau-Betonniere et al., 2020). However, Boutoleau-Betonniere et al. (2020) did
report that increases in burden occurred among carers of people living with behavioural variant frontotemporal dementia regardless of changes in
neuropsychiatric symptoms, whereas increases in burden among carers of people living with Alzheimer’s disease was related to changes in neuropsychiatric
symptoms.

Findings from qualitative (n=5) and mixed-methods (n=1) studies show that carers attributed increases in burden to the suspension of care services, a lack of
usual support from other family members, heightened feelings of responsibility and a need to take extra precautions to avoid infection (Rising et al., 2021;
Sririam et al., 2021; Tuijt et al., 2021; Vaitheswaran et al., 2020; Rajagopalan et al., 2021; West et al., 2021). Some quantitative studies reported that carer
burden was ampli�ed by changes in the care needs of the person living with dementia due to symptom advancement during lockdown periods (see Part I). In
Brazil, Borelli et al. (2021) found carers of people living with dementia whose cognition had worsened since March 2020 reporting signi�cantly increased
burden.

The ongoing nature of the COVID-19 pandemic and possibility of future lockdown periods have implications for carer burden. In Greece, Tsapanou et al.
(2021) reported high levels of physical and psychological burden, which increased signi�cantly from an initial lockdown to a second prolonged lockdown
period.

Impact on well-being
Twenty-six studies reported on the impact of the pandemic of the pandemic on the wellbeing of carers, focusing speci�cally upon mental well-being and
social wellbeing.

Impact on mental wellbeing
All 26 studies described the negative impact of the pandemic on carers’ mental well-being. In a survey in Italy, Rainero et al. (2020) found 45.9% of carers
reported increases in anxiety and 18.6% reported increases in depression since quarantine. Similarly, in France, Borg et al. (2021) found half of carers exhibited
poor mental health, including depression, anxiety, or self-reported stress. Studies typically focused upon anxiety, depression and stress among carers (e.g.,
Altieri & Santangelo, 2021; Carpinelli & Mazzi et al. 2020, Hwang et al., 2021; Rainero et al., 2020; Zucca et al., 2021); however, some studies also reported
negative effects upon sleep and eating disorders during home con�nement (e.g., Carcavilla et al., 2021; Cohen et al., 2020). Validated measures of depression
and anxiety included the GAD-7 (Alexopoulu et al., 2021; Hwang et al., 2021; Pongan et al., 2021), Italian version of the Hospital Anxiety and Depression Scale
(HADS; Altieri & Santangelo, 2021), the Center for Epidemiologic Studies Depression Scale (Hwang et al., 2021), Zung’s depression and anxiety assessment
scales (ZDAAS; Carpinelli Mazzi et al., 2020). Stress was primarily measured using the Perceived Stress Scale (Carpinelli Mazzi et al., 2020; Rusowicz et al.,
2021).

The negative impact of the pandemic on carer’s wellbeing and mental health was also noticed in qualitative (n=4) and mixed-methods studies (n=1). Many
studies reported on the increased anxiety, fear, depression or stress levels (eg., Sriram et al., 2021; Rising et al., 2021; West et al., 2021; Rajagopalan et al.,
2021). Most commonly the anxiety/fear was related to becoming infected with COVID-19 and/or infecting of a person with dementia (e.g., Sriram et al., 2021;
Rising et al., 2021). The increased anxiety of carers was related to managing following the restrictions by person with dementia or other member of
family/society (e.g., Sriram et al., 2021); worry about the condition of the person with dementia after pandemic (Giebel et al., 2021d) or ongoing fear for future
(Hanna et al., 2021). In the UK, some carers have reported feeling of being strained and losing their freedom (West et al., 2021) or loss of hope (Hanna et al.,
2021) and loss of control feelings (Giebel et al., 2021d). Carers from India have been also reporting increased negative feelings, including feeling lost
(Rajagopalan et al., 2021). Carers in the USA reported putting their own needs on hold due to the increased demands of caregiving (Rising et al., 2021).

Several studies have also reported on coping with providing care during the pandemic, used strategies and self-protective factors. Losada et al. (2021) study
presented that majority of carers considered that they coped well whereas Salva et al. (2021) reported that active coping strategies were used by 57% of
carers. The frequently used coping strategies were related to self-care or described, i.e., by taking up some new or creative activities (e.g., Tulloch et al, 2021;
West et al., 2021); reading, doing house chores (e.g., Rising et al., 2021), maintaining social connections or being able to get out (Tuijt et al., 2021). Factors
including effective communication during pandemic, existing support networks, coping mechanisms and lifestyle factors including exercises or access to
green spaces were reported as factors contributing to resilience of carers by Hanna et al. (2022).

A few studies focussed on positive aspects of providing care during the pandemic. In an Australian study, carers noted that providing care during the
pandemic revealed their inner strength as well as their priorities and values having changed, whilst the relationship between them and care recipients
deepened (Tulloch et al., 2021). Being close and spending more time with loved ones was also presented in other studies (Rising et al., 2021; Sriram et al.,
2021). Similarly, some carers in the Losada et al. (2021) study reported an increase in positive emotions such as hope and happiness during the pandemic.
The pandemic has also offered an opportunity to rest to some carers (West et al., 2021).

Impact on social health
The impact of the pandemic on social health was reported in six studies. These studies reported enhanced levels of social isolation and loneliness among
carers during the pandemic. In a survey of 395 carers in Canada, Tam et al. (2021) found that most carers felt isolated, left out, and lacking companionship
some of the time or often, with 89% also feeling more or somewhat more isolated since the pandemic. A sense of isolation and abandonment was also
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reported in an Italian study, but less frequently than other symptoms of stress (Zucca et al., 2021). There was a notable lack of studies using validated
measures of social health.

Social isolation and loneliness were also documented in qualitative studies. In the USA, participants reported that the inability to socialise with their
community, travel for leisure, and see family members were primary issues (Rising et al., 2021). In an interview study in the UK, carers expressed feelings of
loneliness during a period of lockdown which they attributed to their main social contact being the person living with dementia whom they cared for (Hanna et
al., 2021). Research with carers from minority ethnic backgrounds in the UK indicated that social interaction was also widely reduced, often due to fears of
contracting COVID-19 and transmitting it to loved ones (West et al., 2021). These carers also discussed being unable to attend communal culturally relevant
events as a negative impact of the pandemic, such as church or temple.

In one study, the majority of carers reported turning to technology to connect with others (Tam et al., 2021). However, only 19% of carers reported that using
technology to connect with others felt the same as interacting with them in-person.

Quality ratings
All but three studies were of good quality (see Tables 2 and 3), with scores ranging from 0.65 to 1.00.

Discussion
This appears to be the �rst comprehensive systematic review on the early impacts of the pandemic on unpaid dementia carers. Whilst a previous systematic
review has explored the impacts on health only (Hughes et al., 2021), this review purposefully synthesised the evidence into different aspects of the lives of
unpaid carers, including mental health and well-being, as well as access to care for themselves and their relatives, and the impacts this in turn had on their
health and mental health. Substantial evidence generated in the early stages of the pandemic has shown the negative effects of the pandemic on accessing
dementia-related care and support (Dassel et al., 2021; Werner et al., 2021), which led to increased caring duties for family members and friends (Giebel et al.,
2020), subsequently perniciously affecting carers’ mental health and well-being (Carpinelli Mazzi et al., 2020; Tam et al., 2021).

Accessing care and support is not only vital for the person living with the condition, but also for the unpaid carer – both of whom have experienced increased
barriers in doing so since the pandemic (also see Part I). The majority of research has highlighted social care and social support reductions since the
pandemic, primarily focusing on community care, with some research indicating early care home access issues (Giebel et al., 2021c) and health care
utilisation barriers (Tuijt et al., 2021). Being unable to access care, either for themselves via peer support groups for example, or predominantly for their relative
with dementia to gain some temporary respite from caring duties (Tretteteig et al., 2017), has wide-ranging implications for the carer. Without any respite or
time off from caring, carers have been found to be more likely to be burned out (Cohen et al., 2021b). Whilst evidence reported in this review has already
highlighted increased burden for many early on, the continuing nature of the pandemic is likely having long-term repercussions on carers leading to burnout.
Future research needs to follow up carers and explore the long-term effects, however, early evidence from this review strongly indicates a greater need to
adequately and equitably support unpaid carers in their roles, and as individuals themselves.

These effects have not only been noted regarding carer burden, but also more widely for mental well-being. All studies but one (Tulluoch et al., 2021) noted at
least some aspects of negative impacts on the mental and social health of unpaid carers, particularly focusing on depression, anxiety, and stress, as well as
social isolation and loneliness. Tulloch et al. (2021) purposefully only analysed positive experiences however, clearly producing biased �ndings. For many
carers, engaging with the person with dementia was their only point of face-to-face social contact during the pandemic, generating feelings of loneliness
(Hanna et al., 2021; Tam et al., 2021). This can particularly be the case for older spousal carers living with their relative with dementia, which can add to
potential feelings of burnout and lack of respite from their caring duties. Considering the wider restrictions impacting on everyone, across the globe, it is
unclear to what extent heightened levels of caring duties and lack of respite from caring contributed to poorer mental well-being, and to what extent generally
living through an unknown and novel pandemic contributed. Longitudinal survey data has evidenced reductions in mental health across the general UK
population in the early stages of the pandemic compared to prior (Pierce et al., 2020). On top of these impacts, evidence from this review illustrates the
signi�cant impact that informal caring duty and formal care access changes have had on unpaid carers (Dassel et al., 2021; Rajagopalan et al., 2021;). Whilst
more research is needed on the long-lasting mental health needs of unpaid dementia carers, and unpaid carers in general, �ndings from this review clearly
highlight a need for improved access to mental health support, something that should be in place anyways considering the gravity of experiencing the
diagnosis of a loved one and living through the diagnosis providing care and support.

One way for carers to try and stay connected with people other than the person with dementia was via digital technology. Whilst care services were not
adapted to provide digital support at the beginning of the pandemic, some services very slowly adapted to providing care remotely, particularly peer support
groups (i.e., Giebel et al., 2021c). Connecting with peers remotely to bypass the growing sense of social isolation and loneliness was also a solution for carers
as reported by Tam et al. (2021), although less than a �fth of carers felt that digital social connectivity was as bene�cial as face-to-face contact and a number
of barriers have been identi�ed. Recent research has highlighted how carer age also matters when connecting digitally with dementia services during the
pandemic, as younger carers (adult children) appeared to be better equipped, highlighting the digital divide (Arighi et al., 2021). Whilst more research is
required into the digital dementia care experiences since the pandemic, emerging research illustrates how digital connectivity can provide some bene�ts when
lacking face-to-face engagement. Even when connecting remotely with peers and services, the unpaid carer still has to be with the person with dementia
though to access care, and cannot engage in their own activities. Therefore, care should be provided face-to-face again in safe formats as soon as possible,
whilst some long-term bene�ts may be drawn from digitally adapted services for people living in more rural communities – a frequent previous barrier to
engaging with support services (Innes et al., 2006).
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The mix of lack of support and access to care, poor mental well-being, and increased carer burden are all likely to contribute to people with dementia entering
a care home earlier, at least compared to non-pandemic circumstances. In pre-pandemic times, when unpaid carers were unable to care for their relative at
home any longer, due to increased carer burden or too many care needs, people with dementia would normally enter a care home (Sutcliffe et al., 2017). In the
best case scenario, this would have been planned in advance to provide care home entry at the right time. Since the pandemic, people with dementia also
appear to have deteriorated faster and received less care support in the community, as Part I of this interlinked systematic review has shown (Giebel et al.,
submitted) has shown, con�rming earlier reported results (Suarez-Gonzalez et al., 2021). Thus, it is likely that people with dementia have entered a care home
faster since the pandemic, based on the negative impacts of COVID-19 on community-residing people with dementia and carers, as evidenced in this review.
However, care homes have faced different levels of restrictions, which are ongoing, often not allowing unpaid carers to visit their relative (Backhaus et al.,
2021) and making it di�cult to plan in advance. This may lead to further increases in carer burden, as well as guilt, if carers are unable to care for their relative
at home but delay care home entry due to those restrictions, whilst others may see no alternative but to have their relative admitted. Very early indications
about faster care home entry, and the ensuing guilt experienced by unpaid carers, has been reported in one of the included studies here in summer 2020 in the
UK for example (Giebel et al., 2021c). However, more long-term research is required after two years of pandemic restrictions to explore the impact on carer well-
being and burden on care home entry during the pandemic.

Limitations
This mixed-method systematic review bene�tted from searching numerous data bases and producing a timely report of the impact of the pandemic on unpaid
carers. However, due to the nature of the research and a continuously growing evidence base, it was not feasible to update the searches. This review already
included a large number of studies after exclusion criteria were applied, and thus provides a timely and time-period speci�c synthesis of the evidence base to
inform future research and policy making. In terms of the research included, some studies were limited in providing retrospective accounts of for example
mental health prior to the pandemic and changes noticed, as opposed to pre and post assessments using validated measures. However, mental health or
burden is in general assessed largely by asking the person affected. The recall bias needs to be taken into account. However, a state-of the art pre-pandemic
assessment was not presented for obvious reasons. Therefore, these data provide suitable evidence. One wider limitation, but also advantage, of this review is
that it considered studies from 18 countries. Restrictions differed between countries and even between regions making it di�cult to relate a type or severity of
measure to an outcome. However, even considering this heterogeneity the studies identi�ed a comparable impact on careers. All reported negative impacts on
the support system, well-being and mental health of unpaid carers (except one study which purposefully explored positive experiences from interviews and
was therefore biased – Tulloch et al., 2021). However, there were limitations in �ndings from lower- and middle-income countries (LMICs), with only two
studies reporting on India and Brazil (Azavedo et al., 2021; Rajagopalan et al., 2021). Impacts are likely to differ across high-impact countries and LMICs,
indicating a need for more research into the impacts in LMICs.

Conclusions
Unpaid carers, similar to people with dementia, have been harmfully affected during the pandemic from access to adequate care and support to increased
levels of carer burden and poor mental health. Findings in this review from across the globe thus illustrate how unpaid carers urgently need to be supported
better in not only their caring role, but also as an individual, taking into account their own personal needs. Whilst restrictions may ease in certain countries and
many, albeit not all, societies bene�t from protection offered from vaccinations, the early impacts of the pandemic are likely going to have long-lasting effects
on the mental and physical health of unpaid carers. Future research ought to explore the long-lasting impacts of COVID-19 on this group, especially in light of
care recipients entering care homes.
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