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ABSTRACT

Objectives: With a lack of existing comprehensive reviews, the aim of this mixed-method 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 work-
load, enhanced feelings of social isolation, and reduced wellbeing. Specifically, reductions in access
to care and support increased carer’s unpaid caring tasks, removing any opportunities for temporary
respite, and thus further 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
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delivery.

Of the estimated 55 million people living with dementia world-
wide (World Health Organisation (WHO), 2021), many receive
support from family members or friends, who are providing
free and unpaid care to their relatives with dementia. Based on
2015 estimates, this contribution of unpaid care globally was
equated to 82 billion hours, each year (ADI, 2018). Whilst pro-
viding 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 pan-
demic, 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 includ-
ing entering a care home (Kerpershoek et al., 2020).

People living with dementia have been particularly vulner-
able and susceptible to the COVID-19 in this ongoing pan-
demic, 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 oper-
ating at reduced levels (Giebel et al., 2021b). As a longitudinal
survey into dementia social care service delivery across the UK
has shown, the vast majority of all types of services immedi-
ately closed down from March 2020 onwards, and recovered
only minimally in the first six months of the pandemic (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., 2022; Sriram 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., 2020; Vaitheswaran et al., 2020). This link between lack
of support and poorer mental health has been supported by
pre-COVID-19 research into unmet needs. Growing evidence
has highlighted the myriad of unmet needs experienced by
unpaid dementia carers (Black et al., 2013; Janssen et al., 2019;
Zwingmann etal.,, 2019) - Zwingmann et al. (2019) for example
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reported three quarters of an unpaid dementia carer sample in
Germany to experience unmet needs in regards to their caring
role, with many having experienced multiple unmet needs.
These could easily be met by more adequate social care and
social support services, which are often too difficult to be
accessed by carers.

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, report-
ing negative effects of the pandemic on unpaid carers’ mental
health, including depression and anxiety (Hughes et al., 2021).
The review did not explore the wider impacts of the pandemic,
however, on carers’access to care, which may be linked to reduc-
tions in health and well-being. Other systematic reviews on
COVID-19 and dementia have solely focused on people with
dementia and specific outcomes, such as cognition and mental
health (Suarez-Gonzalez et al., 2021), or included editorials or
letters, as opposed to primary research, very early in the pan-
demic (Bacsu et al., 2021), providing little insights into the wider
impacts on unpaid carers.

Therefore, the aim of this mixed-method systematic review
was to understand the impact of the COVID-19 pandemic on
unpaid dementia carers, focusing on carers’health and well-be-
ing 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 affect-
ing 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 (HT, JC)
advised on the development of this review, were interpreting
the findings jointly with other team members, read through
drafts of the manuscript, and provided feedback. Due to the
high number of included studies, the results are presented in
two parts: Part | focusing on people living with dementia and
Part Il focusing on unpaid carers.

Inclusion and exclusion criteria

Quantitative (observational, survey and neuropsychological
assessment studies, as well as RCTs) and qualitative studies
(interview and focus group studies) were included in this mixed-
method review. Study inclusion involved: people living with
dementia aged 18+ either living in the community or living in
a care home; unpaid carers of people living with dementia aged
18 and older. Studies were excluded if people cared for had no
diagnosis of dementia; carers had a formal and paid caring role
for someone living with dementia; were aged 17 and younger.
Only empirical studies were included in this review (i.e. literature
reviews were not included). No limits were placed on the type
or stage of dementia.

Search strategy

We searched the following databases from 2020 (when litera-
ture first started to be published on the COVID-19 pandemic)
to July 2021: PubMed, CINAHL, Embase, Scopus, Web of Science.
Restrictions were applied to specify studies written in English,
German, Polish, or Spanish language. The search terms included
Covid-19 and a combination of MeSH Terms and search terms
relating to dementia (e.g. dementia, Alzheimer, cognitive
impairment). The syntax was customized for individual data-
bases according to each database specific conventions. The
search terms were developed in consultation with an experi-
enced librarian and piloted before being used: ‘Covid-19 AND
(“dementia”[MeSH Terms] OR “dement*"[All Fields] OR “alzhei-
mer*”[All Fields] OR"neurocognitive disorders”[MeSH Terms] OR
“cognitive impairment”[All Fields] OR“lewy bod*"[All Fields] OR
“Creutzfeldt-Jakob”[All Fields] OR “Frontotemporal Lobar
Degeneration”[All Fields] OR “Huntington*”[All Fields]’).

Data extraction

Citations were merged in Endnote and transferred into Excel
after all duplicates were removed. All titles and abstracts of all
papers were screened, with the task split across three reviewers
due to the large number of search results, involving one
reviewer screening 60% of results (EW), and two reviewers each
screening 20% of results respectively (JRT, KL). Ten percent of
the sample were screened by an independent additional
reviewer (KHL), and any discrepancies about included papers
were discussed between the reviewers until consensus was
achieved. Following Stage 1 screening, each full paper was read
by two reviewers overall, with the task split among four review-
ers (CVT, JRT) screening 50% of the full papers. Again, this was
based on the large number of Stage 1 inclusions (also see
Figure 1 for PRISMA flowchart of citations and included studies).
Similar to Stage 1, any discrepancies were discussed until con-
sensus was reached. All papers which belonged to one study
were included, if they were showing up in our searches, as each
paper reported on different angles of the findings from a study.

One researcher (EW) extracted the following data, which was
checked by another researcher (CG): Country, population, focus
(which of the 5 impacts), design, measures, qualitative themes
OR quantitative outcomes, setting, and time period of data
collection.

Quality assessment

Study quality was assessed using the Standard Quality
Assessment Criteria for Evaluating Primary Research Papers
from a Variety of Fields (QualSyst) (Kmet et al., 2004) by two
researchers independently. QualSyst has 14 criteria to assess
the criteria of quantitative studies, and 10 criteria for quali-
tative studies. Each criterion can be scored from ‘0’ (not
addressed) to ‘2’ (fully addressed), with an additional option
of ‘not applicable’. The criteria are outlined in Table 1. A total
percentage score was provided, with 100% indicating good
quality, and a score of 75% the threshold for a paper to meet
good quality. Any discrepancies between ratings were dis-
cussed jointly, with a third researcher being consulted in
cases which were unclear. Quality ratings did not influence
study selection, but were used to inform discussions of
findings.
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Figure 1. PRISMA flowchart.From: Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline

for reporting systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71

Data synthesis

Data were synthesised by two researchers (EW, CG), with
extracted data focusing on country, population, type of study,
outcome measures (for quantitative studies only), and focus. In
discussion with all team members, studies were then catego-
rised into three different outcomes based on discussion
amongst the entire research team.

Results
Overview of included studies and data selection

159 full texts were read through for inclusion for the overar-
ching review (Part | and Il), with 36 studies reported in 43
papers specifically 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. Six studies were from low- and middle-income coun-
tries (LMICs) (Azevedo et al., 2021; Borelli et al., 2021; Cohen
et al,, 2021a, 2021b; Rajagopalan et al., 2022; Vaitheswaran
etal,, 2021). The majority of studies (n=25) were quantitative,
including retrospective surveys enquiring about changes since
the pandemic (Carpinelli Mazzi et al., 2020; 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., 2022; Sriram et al., 2021). Three
mixed-method studies reported on different impacts, includ-
ing carer burden and access to care (Dassel et al., 2021;
Rajagopalan et al., 2022; 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.
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Synthesis of results

The 36 studies were categorised into three outcomes: Impact
on access to care and support; Impact on carer burden; and
Impact on well-being (which was sub-categorised into mental
well-being and social health). Studies were not single catego-
rised, with many covering multiple impacts.

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 identified 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 ser-
vices varying greatly between areas, based on UK reports
(Giebel et al., 2021a; West et al., 2021). Carers reported reduced
access to all areas of support services, including local day cen-
tres, memory cafes, support groups and respite care worldwide
(Carpinelle-Mazi et al., 2021a; Cohen et al., 2021a; Giebel et al.,
2021e; Rajagopalan et al., 2022). Most of those support the per-
son 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 sub-
sequent time points, Giebel et al. (2021b) identified a small
upward trend in access to social support services again in the
months following the first 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 difficult 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 reobtain-
ing it post-pandemic (Giebel et al., 2020). Similar findings in
access to care during the pandemic were reported in other
studies (e.g. Cohen et al.,, 2020a; Dassel et al., 2021; Rajagopalan
etal.,, 2022; 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 nutri-
tion services delivering extra meals (e.g. Savla et al., 2020).

Difficulties 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 find-
ing care home places was challenging due to inflated 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 discontin-
ued 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 overburden-
ing the NHS. However, they also reported proactive care on the
onset of COVID-19, whereby a variety of healthcare profession-
als 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-Machado
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 vali-
dated measures (e.g. Boutoleau-Bretonniére et al., 2020; Cohen
et al,, 2021; Helvaci Yilmaz et al., 2021; Tsapanou et al., 2021).
Two studies utilised the Zarit Burden Interview (Borelli et al.,
2021; Borg 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 confinement during the
pandemic on carers in Italy, Penerai et al. (2020) found statisti-
cally significant changes in CBI scores pre- and during lock-
down, with an increase of approximately 10% of carers at risk
for burning out. Large 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 significant
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. Significant differences in the influence of diagnostic
type of dementia on levels of burden have not been observed
(Altieri et al., 2021; Boutoleau-Bretonniére et al., 2020). However,
Boutoleau-Bretonniére et al. (2020) did report that increases in
burden occurred among carers of people living with behavioural
variant frontotemporal dementia regardless of changes in neu-
ropsychiatric 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-method (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 (Rajagopalan
etal, 2022; Rising et al., 2022; Sriram et al., 2021; Tuijt et al., 2021;
Vaitheswaran et al., 2020; West et al., 2021). Some quantitative
studies reported that carer burden was amplified 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 significantly increased burden.

The ongoing nature of the COVID-19 pandemic and possi-
bility 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



significantly from an initial lockdown to a second prolonged
lockdown period.

Impact on well-being

Twenty-six studies reported on the impact of the pandemic on
the wellbeing of carers, focusing specifically 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 exhib-
ited 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; Giebel et al., 2021f; 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 confinement (e.g. Carcavilla et al.,
2021; Cohen et al., 2020b). Validated measures of depression
and anxiety included the GAD-7 (Alexopoulos 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-method studies (n=1). Many studies reported on the
increased anxiety, fear, depression or stress levels (e.g.
Rajagopalan et al., 2022; Rising et al., 2022; Sriram et al., 2021;
West et al., 2021). Most commonly the anxiety/fear was related
to becoming infected with COVID-19 and/or infecting of a per-
son with dementia (e.g. Rising et al., 2022; Sriram et al., 2021).
The increased anxiety of carers was related to managing follow-
ing the restrictions by person with dementia or other member
of family/society (e.g. Sriram et al., 2021); worry about the con-
dition 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., 2022). Carers in the
USA reported putting their own needs on hold due to the
increased demands of caregiving (Rising et al., 2022).

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., 2022), maintaining social
connections or being able to get out (Tuijt et al., 2021). Factors
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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
etal., 2021). Being close and spending more time with loved ones
was also presented in other studies (Rising et al., 2022; Sriram et al.,
2021). Similarly, some carers in the Losada et al. (2021) study
reported an increase in positive emotions such as hope and hap-
piness 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 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., 2022). In
an interview study in the UK, carers expressed feelings of lone-
liness 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
etal.,, 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 tech-
nology 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 first comprehensive systematic review
on the early impacts of the pandemic on unpaid dementia car-
ers. Whilst a previous systematic review has explored the
impacts on health only (Hughes et al., 2021), this review pur-
posefully 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
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Table 2. Quality assessment ratings for quantitative studies.

Research paper Overall Score

Alexopoulo et al., 2021 1.00

Altieri; Santangelo, 2021 0.89
Azevedo et al., 2021 0.94
Borelli et al., 2021 1.00
Borg et al., 2021 0.94
Borges-Machado et al., 2020 0.94

Boutoleau-Bretonniére et al., 2020 1.00

Carcavilla et al., 2021 0.67
Carpinelli Mazzi et al., 2020 0.78
Cohen et al.,, 2020a 1.00
Cohen et al.,, 2020b 0.89

Dassel et al., 2021 0.71

El haj et al., 2020 0.83
El haj et al., 2020 0.83
Giebel et al., 2020 (2 papers) 1.00
Helvaci yilmaz et al., 2021 0.94
Hwang et al., 2021 1.00
Kostyal et al., 2021 0.89
Losada et al., 2021 1.00
Ng et al., 2020 0.78
Panerai et al., 2016 1.00
Pongan et al., 2021 0.94
Rainero et al., 2020 1.00
Rajagopalan et al., 2022 0.94
Rusowicz et al., 2021 0.94
Savlaetal.,, 2021 0.82
Tam et al., 2021 0.89
Tsapanou et al., 2021 0.89
Werner et al., 2021 0.94
Zuccaetal.,, 2021 0.94

Table 3. Quality assessment ratings for qualitative studies.

Research paper Overall Score

Dassel et al., 2021 0.70
Giebel et al., 2020 0.95
Giebel et al./ Hanna et al., 2021a (5 papers) 0.90
Rajagopalan et al., 2022 0.85
Rising et al., 2022 0.65
Savlaetal.,, 2021 0.75

Sriram et al., 2021 1.00

Talbot & Briggs, 2021 0.90
Tuijt et al., 2021 (2 papers) 0.90
Tulloch et al., 2021 0.85
Vaitheswaran et al., 2020 0.65
West et al., 2021 0.90

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), subse-
quently perniciously affecting carers’mental health and well-be-
ing (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 sup-
port 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. Since the

beginning of the pandemic, some services have started to
resume face-to-face care delivery, whilst this remains highly
varied and patchy across countries, as well as regions and local
areas, with some people being too cautious to resume face-to-
face meetings and support again after an extensive period of
restrictions. 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 individ-
uals themselves.

These effects have not only been noted regarding carer bur-
den, but also more widely for mental well-being. All studies but
one (Tulloch et al.,, 2021) noted at least some aspects of negative
impacts on the mental and social health of unpaid carers, partic-
ularly 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
findings. For many carers, engaging with the person with demen-
tia was their only point of face-to-face social contact during the
pandemic, generating feelings of loneliness (Hanna et al., 2021;
Tam etal., 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 significant
impact that informal caring duty and formal care access changes
have had on unpaid carers (Dassel et al., 2021; Rajagopalan et al.,
2022). Whilst more research is needed on the long-lasting mental
health needs of unpaid dementia carers, and unpaid carers in
general, findings 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 experienc-
ing 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 fifth of carers felt that digital social con-
nectivity was as beneficial as face-to-face contact and a number
of barriers have been identified. Recent research has high-
lighted 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 connectiv-
ity can provide some benefits 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
benefits may be drawn from digitally adapted services for peo-
ple living in more rural communities — a frequent previous bar-
rier to engaging with support services (Innes et al., 2006).

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 | of this interlinked systematic review
has shown (Giebel et al., submitted) has shown, confirming 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 evi-
denced 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 difficult 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.

In order to avoid unnecessary care home entry, but also to
tackle the raised issues of lack of carer support and increased
mental health problems, findings from this 2-part systematic
review indicate a need for clear policy guidance to support
unpaid carer better in the long-term. This is particularly the case
for the ongoing pandemic, with different levels of restrictions
in place in different countries. To avoid such detrimental impacts
in any future pandemics, and to tackle persistent and systemic
issues in social and mental health care provision for unpaid
dementia carers, policy guidance needs to be introduced now.

Limitations

This mixed-method systematic review benefitted from searching
numerous databases 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 specific 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 burdenis in general assessed largely by asking the per-
son affected. The recall bias needs to be taken into account.
However, a state-of the art pre-pandemic assessment was not
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presented for obvious reasons. Therefore, these data provide
suitable evidence. Whilst grey literature was not included, there
was no scope to include this and no further benefit to it consid-
ering the large amount of included primary and peer-reviewed
research in this systematic review already. 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 difficult to relate a type or sever-
ity of measure to an outcome. However, even considering this
heterogeneity the studies identified a comparable impact on
carers. 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 inter-
views and was therefore biased - Tulloch et al.,, 2021). However,
there were limitations in findings from lower- and middle-income
countries (LMICs), with only two studies reporting on India and
Brazil (Azevedo et al., 2021; Rajagopalan et al., 2022). 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 ade-
quate 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 benefit 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. This is particularly important as many low- and mid-
dle-income countries (LMICs) have reduced vaccination avail-
ability, rendering the virus more harmful for longer and thus
creating more long-lasting restrictions than in some high-in-
come countries, such as the UK. 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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