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Abstract

Obijectives: In response to a commissioned research update on dementia during the
COVID-19 pandemic, a UK-based working group, comprising dementia researchers
from a range of fields and disciplines, aimed to describe the impact of the pandemic
on dementia wellbeing and identify priorities for future research.

Methods: We supplemented a rapid literature search (including unpublished, non-
peer reviewed and ongoing studies/reports) on dementia wellbeing in the context
of COVID-19 with expert group members' consensus about future research needs.
From this we generated potential research questions the group judged to be rele-
vant that were not covered by the existing literature.

Results: Themes emerged from 141 studies within the six domains of the NHS
England COVID-19 Dementia Wellbeing Pathway: Preventing Well, Diagnosing
Well, Treating Well, Supporting Well, Living Well and Dying Well. We describe
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current research findings and knowledge gaps relating to the impact on people
affected by dementia (individuals with a diagnosis, their carers and social contacts,
health and social care practitioners and volunteers), services, research activities and
organisations. Broad themes included the potential benefits and risks of new models
of working including remote healthcare, the need for population-representative
longitudinal studies to monitor longer-term impacts, and the importance of
reporting dementia-related findings within broader health and care studies.

Conclusions: The COVID-19 pandemic has had a disproportionately negative impact
on people affected by dementia. Researchers and funding organisations have
responded rapidly to try to understand the impacts. Future research should high-

light and resolve outstanding questions to develop evidence-based measures to
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1 | INTRODUCTION

The COVID-19 coronavirus pandemic disproportionately affects
people living with dementia who have a substantially increased risk
of infection and subsequent death,? accounting for 31% of all
COVID-19 related deaths.® People living with dementia are also at
risk of and affected by the social isolation and reduced access to
health and social care that accompany pandemic restrictions. In the
UK, people affected by dementia (individuals with dementia, their
carers and social contacts, health and social care practitioners and
volunteers), were ‘worst hit’ by the pandemic.*> Dementia services,
research activities and funding have been reduced, while health in-
equalities have widened.® Initiatives to investigate and address these
impacts have begun to identify learning from pandemic experiences,
but research that includes people living with dementia has been
affected because of their vulnerability to COVID-19.

For those working to support people living with dementia and
carers, it is important to understand findings from existing research
on COVID-19 and dementia, and how to make the best use of that
research to inform policy and practice and identify key research gaps
to direct future work. In response to the impact of the pandemic on
dementia wellbeing, NHS England published a guide to delivering
policy aspirations in the context of COVID-19, based on the NHS
England Dementia Well Pathway for delivering best dementia care’.
This pathway provides a framework of care and support that people

improve the quality of life of people affected by dementia.

COVID-19, dementia, research, wellbeing

e The COVID-19 pandemic has had a disproportionately negative impact on people affected
by dementia, dementia services and research.

e Further research on the impacts of the pandemic is needed, and directions for future work
are identified in this study.

e |t is important to explore the potential benefits and risks of remote health and care, design
inclusive and longitudinal studies to monitor longer-term impacts, and report dementia-

specific findings within broader studies.

with dementia, and their carers, need at each stage of their journey,
from prevention to end-of-life,® so that dementia care, research and
awareness can be optimised.” The guide to dementia wellbeing in the
COVID-19 pandemic” highlighted priorities and actions and provided
guidance and resources within six phases of dementia wellbeing:
Preventing Well, Diagnosing Well, Treating Well, Supporting Well,
Living Well and Dying Well. The English Department of Health and
Social Care (DHSC) Dementia Programme Board subsequently
commissioned a research update on dementia during the COVID-19
pandemic.

This paper comes from a literature search for studies about de-
mentia and COVID-19 and the expert consensus of a working group
formed in response to the question from the Dementia Programme
Board in November 2020. Using the COVID-19 Dementia Wellbeing
Pathway’ as a framework, we aim to describe completed and ongoing
research on dementia wellbeing and COVID-19 and identify key di-
rections for future work.

2 | METHODS

Relevant questions, research databases and completed and ongoing
studies were identified by members of the working group during an
initial meeting and subsequent correspondence. Expertise of the UK-
based working group included researchers from health, economic and
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social care who work on dementia-related topics (see Table S1 for
further details of the working group). Initial discussions were sup-
plemented by a literature search to identify published and unpub-
lished research on COVID-19 and dementia at the end of 2020. We
identified areas of consensus on the important gaps in the literature
and future directions for research. We report findings aligned with
the six steps of the COVID-19 Dementia Wellbeing Pathway and
specifically mention the UK studies.

2.1 | Literature search and study selection

One author (KL) led the literature search, reviewed titles and ab-
stracts for relevance and then extracted data from relevant full texts.
Databases were searched using specific search terms (Table 1) on 9th
December 2020, which was updated on 7th January 2021 in
consultation with members of the expert group.

Included studies were research articles in the English language
from any country on COVID-19 and dementia or mild cognitive
impairment in individuals of any age. Individuals with mild cognitive
impairment are often assessed and/or followed up by memory ser-
vices, and a significant proportion are experiencing the early stages
of a neurodegenerative illness and will progress to dementia. We
included primary studies and reviews, as well as case series, com-
mentaries, position papers and policy documents if they reported
quantitative or qualitative findings in relation to COVID-19 and de-
mentia wellbeing. We excluded studies that investigated risk for
development of dementia secondary to COVID-19, the mechanisms
of disease, or the impact of dementia on COVID-19 mortality or
infection, without identifying specific risk factors within dementia.
Case reports were excluded, as studies of individuals were judged to
be insufficiently informative for the purpose of this study, as were
articles based purely on data that were not obtained during the
COVID-19 pandemic period (before November 2019).

Any additional studies or reports that the expert group judged to
be consistent with the aim of identifying the scope of existing
research on COVID-19 and dementia wellbeing, but that had not

TABLE 1 Databases and search terms used for the literature search

Database type Database name

Published studies PubMed
Web of Science

Registered systematic PROSPERO
reviews

Preprint databases
the search)

Ongoing UK funded
studies

Long Term Care (LTC) Responses to COVID-19 project'®

emerged from the literature search, were combined with the search
results and reported (Figure 1). For example, some specific studies on
people living or working in long-term care facilities, such as care
homes, did not explicitly report that participants with dementia were
included in the study, but were judged to be relevant as more than
70% of UK care home residents are estimated to have dementia.2*1°
Some expert members were also aware of ongoing funded studies
that had adjusted their existing project to explore the impact of
COVID-19, non-peer reviewed UK survey-based reports from char-
ities,*>1%1” as well as two reports published by the ‘LTCcovid’
collaboration (www.ltccovid.org), which was set up to gather re-
sources to support long term care responses to COVID-19.5'8 Some
members were aware of funded studies that have yet to be
announced; we have not included them in the tables but provide

some details in the main text.

3 | RESULTS

The database searches and screening of articles identified 141 rele-
vant studies (see Figure 1, 2 and Tables 2-7). We describe the main
findings from these studies and key gaps in research identified by
expert consensus in relation to each of the six steps of the COVID-19
Dementia Wellbeing Pathway, summarised in Box 1.

Preventing Well: Keeping fit and active to prevent the mental
and physical consequences of isolation (Table 2).

The overall negative impact of COVID-19-related restrictions on
people living with dementia and their carers' wellbeing, mental health
and functioning was explored by over 30 publications, which included
participants with a range of different dementias.’?’ A number of
studies included in the Supporting Well and Living Well domains,
described below, have the potential to help prevent the negative
impact of further waves of the pandemic on dementia wellbeing.
Most of the dementia-focused studies used cross-sectional surveys
and relied on subjective retrospective ratings, and few compared
findings with pre-pandemic outcome data, revealing a need for
further quantitative and longitudinal research.

Search terms

‘(SARS-CoV-2 OR COVID-19 OR hCoV-19 OR 2019-nCoV) AND
(dementia OR Alzheimer OR neurodegenerative OR “mild
cognitive impairment”)’ in titles, abstracts and full texts.

BioRxiv and MedRxiv (these did not support parentheses for ‘Covid AND dementia’ within titles and abstracts

Projects related to ‘dementia’

COVID-19 UK Research and Innovation (UKRI) grants

databases??

UK National Institute for Health Research (NIHR) Funding Projects related to ‘dementia’ and ‘COVID’

and Awards database'?


http://www.ltccovid.org/
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Additional records identified from expert
consensus group members
n=17
3= projects with COVID-related adjustments
(Brotherhood 2020, PriDem project, Samsi
2021),
2= preprints (Bhome 2020, Lorenz-Dant 2021),

() Records identified through database searching 1=Egunsola 2020 (non-peer reviewed rapid review),
- n=1157 2=LTCcovid project reports,
2 (PubMed n = 601, WoS n=374, BioRxiv and 4 = survey-based reports from UK charities (Age UK,
S MedRxiv = 43, PROSPERO = 36, LTCcovid = 13 Alzheimer’s Society, Dementia UK, Carers UK),
".E: ongoing, UKRI research n=82 and n=7 2=national reports (NHS England 2020, CQC 2021),
g innovation grants, 3=specific published or ongoing care home studies
= NIHR funding and awards = 1) (Nyashanu 2020, Fitzpatrick 2020, Stall 2020)
| —
o
‘s Records after duplicates removed
o n =862
A
Full-text articles excluded, with
L reasons
n=721
@) (not primary research article and
did not include relevant
quantitative data n=157, not
g Records screened and available in English=1
2 assessed for eligibility > not a study of dementia in
= n=862 humans n=373,
study of COVID-infection or
mortality risk only n=47,
—— mechanistic study n=123,
P not a COVID study or did not
cover the period of COVID n=20)
4
° Studies included in
E qualitative synthesis
E n=141

FIGURE 1 The number of records identified, included and excluded, and the reasons for exclusions. Adapted from: Moher D, Liberati A,
Tetzlaff J, Altman DG, The PRISMA Group (2009)*2 [Colour figure can be viewed at wileyonlinelibrary.com]

Most studies were also based on community-dwelling dyads,
and more research is needed on the impact of restrictions on the
wellbeing of care home residents with dementia, as well as care
home staff and other practitioners who work with people living
with dementia. Future data on these aspects in the UK may
emerge, especially if findings specific to people affected by de-
mentia are analysed and reported within broader studies. A
number of such ongoing or completed broader studies in care
home residents and staff, the health and social care workforce,
and individuals and families were identified by the expert group
listed in Table 2 and described

and are in more detail in

Table S2.

Another theme, related to the prevention of COVID-19 in
dementia, was the reduced ability of many people living with de-
mentia to understand and comply with pandemic restrictions, so-

cial distancing and the use of face masks,>° >3

potentially
increasing vulnerability to COVID-19 infection. Long-term care
facility characteristics, such as size, degree of crowding, low levels
of testing and personal protective equipment (PPE) were related to
more COVID-19 outbreaks.’®7¢° Available published COVID-19
vaccine trial data indicate that all participants provided written
consent (implying preserved mental capacity) and none had de-
mentia.>®° It will be important to monitor the effects of vaccines in

people with dementia, many of whom will likely lack mental
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FIGURE 2 Distribution of COVID-19 and
dementia wellbeing research mapped onto the
NHS England Dementia Well Pathway. Figures
show number of studies (percentage of total)
[Colour figure can be viewed at
wileyonlinelibrary.com]

40 (28%)

= Preventing Well

capacity to consent to vaccination and usually have multiple
physical co-morbidities.

Published studies also explored risk factors for more severe
COVID-19 infection in people with dementia, such as APOE4 ho-
mozygosity,>* institutionalization (residence in long-term care facil-
ities) and physical comorbidities.”>¢57:¢%

The consensus group felt that health and socio-economic in-
equalities were important and under-researched in many dementia
studies, and future studies should ensure that research on COVID-19 is
inclusive, 3! encompassing people with a range of socio-demographic
characteristics such as ethnicities. The DETERMIND-C19 study
(Table 5, Banerjee et al., UKRI) is investigating inequalities and in-
equities in dementia care and outcomes related to the COVID-19
pandemic. Health inequalities are also present in other countries and
vary between countries, which requires further investigation and
policy solutions.*3?

Diagnosing Well: Maintaining diagnostic services and awareness of
symptoms of COVID-19 ( 3).

Reduced access or referral to diagnostic services and reduced
diagnosis rates related to the pandemic were described.* This was
despite the reported increased use of telemedicine and in contrast to
overall increased mental health secondary care referrals.”® In En-
gland, the national dementia diagnosis rate has declined steadily
since February 2020, dropping to 62.7% in November,*3® lower than
the national target of 66.7%3* and the previous year (68.2% in
November 2019). Future research is needed to understand the
impact of the loss of face-to-face assessments and access to diag-
nostic services during the pandemic.

Alternative methods to communicating with people affected by
dementia (e.g., via telephone or video calls) have arisen in response to
the disruption of normal service provision.”® The feasibility of remote

assessment and virtual diagnosis of dementia in home-dwelling

Diagnosing Well

Distribution of Covid and Dementia Research Mapped onto the

NHS England Dementia Well Pathway

7(5%) 4(3%)

i

50 (35%)

| 21 (15%)
19 (14%) —

Treating Well Supporting Well = Living Well = Dying Well

participants during the COVID pandemic was studied,”®**°; and
members of the group were aware that the UK Dementia Research
Institute (DRI) Care Research and Technology Centre (CR&T) is
working on developing digital tools for remote cognitive testing to
support memory clinics and a remote technology programme to
detect signs of COVID-19 infection in people with dementia at home
(Sharp and Barnaghi, UKRI). Studies or reports that reviewed options
for remote cognitive assessments or virtual memory clinics during

the pandemic’?73747576

cautioned that reliance on technology risks
excluding sections of the population, for example, those who cannot
use or possess the technology, and could thereby worsen pre-existing
inequalities.

Eight studies reported that presentation of COVID-19 in de-
mentia is often asymptomatic or atypical and may include hypoactive
delirium, making it more difficult to detect without accurate poly-
merase chain reaction (PCR) tests, especially as self-reporting of
symptoms can also be unreliable (Table 3). Despite this vulnerability
among people living with dementia, a London-based study showed
that testing was only available at a later stage in older adults' psy-
chiatric wards versus general hospitals at the start of the pandemic
during the first UK lockdown, which was associated with outbreaks.®”
A London-based study of four nursing homes, where most residents
(57%) had dementia, reported that 40% of COVID test-positive
residents were asymptomatic and there was a mortality rate of
26%,°8 highlighting the need to prioritise nursing home testing and
rapid infection control measures in this setting. Replication of studies
conducted during the start of the pandemic at later periods, for
example, subsequent lockdowns, would establish whether infection
control improved and if high rates of SARS-CoV-2 antibody sero-
positivity®® had any impact on infection and mortality rates.

No studies had yet investigated the prevalence of post-COVID

D:136,137

syndrome, or ‘Long COVI in people with dementia, which
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has the potential to worsen functioning and cognitive impairment.**®

The potential impact of post-COVID syndrome on the dementia
workforce and carers is also unknown. Members of the expert group
were aware of NIHR and UKRI-funded studies on the longer term
biological and health impacts of COVID-19, that is, post-COVID
syndrome, to be announced in early 2021,%%? the findings of which
may be relevant to people affected by dementia. Advocating for
people living with dementia to participate in ongoing research
projects that are monitoring post-COVID syndrome will be impor-
tant, as will the inclusion of long-term care facilities as sites for
recruitment.

As COVID-19 may increase dementia risk directly or by reducing

cognitive reserve,4°

it would also be important to review the
biomarker evidence of progressive neurodegeneration or neuro-
inflammation in dementia following COVID-19 infection. Fluid
biomarker studies in people with dementia during the COVID-19
pandemic would require implementation of procedures to minimise
the risks to participants, staff and researchers.**!

Treating Well: Ensuring access to the best treatment available
(Table 4).

Primary care services provide healthcare for people affected by
dementia in the community, but one UK survey found that most care
home managers reported that general practitioners (GPs) were
reluctant to visit care homes.* In November 2020, the proportion of
people living with dementia who received a medication review
organised by their GP in the past 12 months decreased to 17.5%°
from 20.7% in November 2019.1%* The longer-term impact of these
figures on the mental and physical health of people affected by de-
mentia needs further investigation.

Teleconsultation used in memory clinics during lockdown®981:87
was helpful for some carers, but others were uncertain about their
purpose and usefulness.” An adapted UK study (PriDem) found that
many people living with dementia and their family carers were avoiding
contact with primary health services and had mixed opinions of the
value of telephone contact from primary care.®®

Worsening of dementia-related behaviours seen during the
pandemic, such as anxiety, agitation and psychosis, was associated
with an increase in antipsychotic prescribing.”>?+?¢ Remote man-
agement, for example, via video and telephone, was possible and
helpful for crisis and multidisciplinary team reviews, but only a small
proportion of participants in these studies had dementia.®4*%> More
research is needed to explore how remote support can be optimised
in health and social care services and assess the success of any
transitions to remote technologies. Several studies are investigating
remote delivery of psychosocial or physical interventions to help to
improve wellbeing and behaviour (see ‘Living well' domain below).

Reductions in access to services and the negative impact of the
pandemic on dementia-related behaviour may have contributed to a
rise in dementia-related emergency admissions amidst an overall
decrease in psychiatric admissions to hospital.”® Patients with de-
mentia had particular needs in hospital, as reported by a UK study,”?
and required high levels of medical, nursing and dietician input and

early discussions relating to end of life care and resuscitation status.

Although older adult psychiatric/mental health wards in London
introduced swift adaptations such as isolation, testing and oxygen
treatment, these efforts were hampered by delayed access to Per-
sonal Protective Equipment (PPE) and COVID-19 tests (compared to
local general hospitals).®” There have also been inappropriate ‘blan-
ket' do not attempt resuscitation (DNAR) decisions and restricted
access to healthcare affecting care homes in England, which led to
national investigation by the regulator.'?® Similar concerns about
unequal access to treatments were echoed in a US study.®® These
measures are not supported by findings from one study in China,
which found that hospitalised patients with dementia had better
outcomes than patients without dementia, related to earlier hospital
admission and care.”?

Four centres®828583

published their experiences of the impact
of the pandemic on clinical research activities. There was a reduction
in patient recruitment and in-person visits, but participation rates in
ongoing studies remained high. Centres adapted to the pandemic by
introducing COVID-19 symptom monitoring, PCR testing of staff and
participants, PPE use and/or teleconsultation. The longer-term
impact of COVID-19 on research recruitment and participation,
including initiatives such as NIHR Join Dementia Research (www.
joindementiaresearch.nihr.ac.uk/) needs further investigation. It will
also be important to obtain data on the impact on dementia re-
searchers, especially early career researchers who may have lost
opportunities for funding and support, and have experienced changes
to academic workplaces, such as laboratories and universities.

Supporting Well: Providing personalised care and support to
carers at home and people in care homes (Table 5).

At least six funded studies in care homes are ongoing (Table 5) to
further understand the impact of COVID-19 in UK care homes and
develop future guidance and best practice approaches on visiting,
protection of human rights, management of outbreaks, reducing so-
cial isolation and antimicrobial prescribing. Use of email, video and
phone calls to contact family members and other care home residents

106197 and remote

may help reduce loneliness and improve wellbeing
input from healthcare professionals may help to support care home
staff (HammondCare International Ltd, UKRI). Further research is
needed to assess the extent to which all care home residents can
access the potential benefits of remote support and communication.

The pandemic is also having a negative impact on the mental and
physical wellbeing of family carers (see Preventing Well, Table 2),
many of whom are unpaid and have experienced changes in care
responsibilities (increased care hours) with financial implications,
suggesting that financial assistance is a potential source of support.*
Studies and reports of home care services found that increased levels
of carer stress could be mitigated by visiting care workers*'%110
although family carers were often concerned about staff availability
and potential risk of infection, so sometimes did not continue with
such services.1#211317 Other family carers also worried whether
home care services would be available in future if they refused
them,#? especially as they feared reductions in support and missed
the continuity of a familiar home care worker. Six funded UK studies

will investigate the impact of COVID-19 on dementia care at home to


http://www.joindementiaresearch.nihr.ac.uk/
http://www.joindementiaresearch.nihr.ac.uk/
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Type of

Type Country study

Themes

Findings

Setting Focus of study

Type of dementia

applicable)

Study

CQC received feedback from

Report to understand how

Care homes

NR

National NA

UK

6

Care Quality

stakeholders, people who use

advance care decisions,

inquiry

Commission
(CQC)26

services and their families and

including do not attempt
resuscitation orders, were

carers, that ‘blanket' DNACPR
decisions had been proposed

applied to groups of people

at a local level in a number of

cases. People with dementia
felt they were not supported

during the pandemic, including
those with dementia in care

homes.

to the extent they needed to
be in advance care planning
conversations, or given

information they needed in an

accessible way.

(funded) study to be completed, 6 = national or international report.

Note: Type: 1 = published article, 2 = preprint, 3 = review, 4 = study protocol, 5

Abbreviations: AD, Alzheimer's disease; DLB, Lewy body dementia; FTD, frontotemporal dementia; LTC, long term care; MCI, mild cognitive impairment; MDT, multidisciplinary; NA, not applicable; NR, not

reported; PD, Parkinson's disease; PPE, personal protective equipment.

identify predictors of better or worse outcomes, identify best prac-
tices and develop guidance, and one study (part of the Alzheimer's
Society PriDem project) is investigating the role of family carers in
managing risks of harm and of loss of autonomy.'*3

Studies that explored the use of remote communication tech-
nologies at home found that a substantial proportion of people living
with dementia were unable to access remote consultations, possibly
related to lack of access, knowledge or confidence to use the tech-
nology.1°419% People's preferences also varied.'°>1%¢ A partnership
between UK DRI CR&T, the Alzheimer's Society and University of
Worcester has built a digital resource to help groups and individuals
in the UK who support people with dementia set up local online
networks to replace the pre-COVID face-to-face meetings (www.
communitymakers.co), and two UK funded studies (Mantrah Ltd,
UKRI*®? NIHR) are developing digital or online interventions for
families caring for someone living with dementia to reduce carer
stress.

Only one published study reported findings relating to reduced
access to and use of day services and respite care during the
pandemic,**? although a number of studies relating to social care in
the UK are planned or ongoing, such as a UK study that started
before the pandemic on the use and experiences of residential
respite services for people living with dementia and has continued
during the pandemic.'? The ability of respite and daycare services to
survive and ‘bounce back’ is important to understand as these ser-
vices provide vital support for people with dementia and their carers.
Several ongoing and completed broader UK studies on the impact of
COVID-19 on social care services and the social care workforce are
summarised in more detail in Table S2.

Lastly, several dementia-related resources and projects have
been set up or adapted to support the national responses to COVID-
19 in the UK,*Y” Canada,*?! and internationally®°; including middle-

income countries.?°

Living Well: Optimising the lived experience of de-
mentia (Table 6).

Published and ongoing studies on the potential of technology

to deliver physical, psychoeducational and psychosocial in-
terventions remotely to people with dementia;*?? Alves et al,
2020'?* (Ballard; Manchester Camerata Ltd, NIHR) will offer
insight into the acceptability of telehealth for those with more
severe cognitive problems. Further research on the remote de-
livery of social care or befriending initiatives would also be
important. The ethics of care provided to people with dementia in
care homes were considered in two publications (Care Quality
Commission2412° Studies addressing the impacts of reduced social
care services on people with dementia have been noted in the
previous domain ‘Supporting well’.

Ongoing studies are assessing physical activity*® and decondi-
tioning in dementia during the pandemic,2* and it would be important
for future research to investigate the rehabilitation needs of people

affected by dementia who are diagnosed with post-COVID syndrome


http://www.communitymakers.co/
http://www.communitymakers.co/
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Box 1 Summary of findings and consensus directions for future research

Findings from previous/current research
Preventing well:

e Negative impact of COVID pandemic on cognitive, mental and physical
health in people with dementia and their carers. Many family/friend
carers provided more care, with financial implications.

e Impact of COVID on the general health and social care workforce.

e Prevention of COVID-19 infection: Many people living with dementia
had a reduced ability to understand and comply with pandemic
restrictions and wearing face masks. LTC facility-related factors were
related to COVID-19 outbreaks.

e COVID-19 risk factors in people with dementia included APOE4 ho-
mozygosity. Living in a care home and comorbidities increases risk of
COVID-19 disease severity.

Diagnosing well:

e Reduced access to dementia diagnostic services and reduced diagnosis
rates during the pandemic.

e COVID-19 in dementia is often asymptomatic or atypical and may
include hypoactive delirium, making accurate PCR testing critical to
control spread.

e At the start of the pandemic in some areas, people with dementia in
care homes and psychiatric/mental health hospitals were only able to
access COVID-19 testing at a later stage compared to others. This likely
contributed to local outbreaks.

e Remote assessment and virtual diagnosis of dementia in home-dwelling
participants during the pandemic may be feasible.

Treating well:

e Reduced access to and provision of primary care and memory clinic
services, alongside an increase in antipsychotic prescribing.

e Responses to telehealth were mixed.

e People with dementia who are hospitalised have specialised needs, but
reduced access to health care, which may not be justified.

e Clinical research activities, such as participant recruitment, have been
affected.

Supporting well:

e The pandemic has reduced care home residents' and staff wellbeing.
Telehealth may benefit some residents.

e Informal or paid home care, day care and other services can mitigate
carer stress, but many carers worried about their availability and
infection risk and did not access services. Many carers were unable to
access remote consultations or support. Financial assistance may be
beneficial.

e Reduced access to and use of social care services, e.g. respite care.

e Resources and projects set up or adapted to support national responses
to COVID-19.

Directions for future research

L]

L]

Quantitative and longitudinal studies on the impact of COVID-19 and
isolation. Studies should be inclusive and assess the impacts of
inequalities.

Impact of restrictions on the wellbeing of care home residents with
dementia, care home staff and health and social care professionals who
work alongside people with dementia.

Findings specific to people working with or affected by dementia within
broader studies, and dementia-specific findings within care homes with
residents who have/do not have dementia should be analysed.
Monitoring effects of vaccination in people with dementia, as they were
not included in published vaccine trials.

Longitudinal data on the impact of COVID-19 on dementia risk.

Impact of loss of face-to-face assessments and access to diagnostic
services during the pandemic on dementia diagnoses and mental health
diagnoses in people with dementia.

Replication of studies conducted during the start of the pandemic at
later periods, e.g., subsequent lockdowns, would establish whether
lessons were learned and if they (and/or widespread antibody sero-
positivity) had any impact on infection and mortality rates.

Optimise remote assessments and ensure those who cannot use or
possess the technology are not left behind.

Studies on post-COVID syndrome (‘Long COVID’) to include people
with dementia to investigate the prevalence and impact of this
condition on dementia risk, diagnosis and progression. The potential
impact of post-COVID syndrome on carers and the dementia
workforce.

Longitudinal biomarker studies (imaging, fluid, cognitive) to investigate
rates of dementia progression following COVID-19.

Longer-term impact of reduced access to primary and secondary health
services.

The acceptability and effectiveness of telehealth for people living with
dementia.

Factors associated with positive treatment outcomes in people with
dementia to inform inappropriate restriction to healthcare and use of
DNAR orders.

Impact of COVID-19 on dementia research, including on existing and
future projects, early career researchers, and participant recruitment
initiatives.

Best practice in care homes, relating to visiting, remote communication,
infection control whilst reducing loneliness and protecting human
rights.

How to best support dementia care at home, including social, digital,
financial and other interventions to reduce carer stress and burden.
Social care research findings related to older people in particular may
be extrapolated to dementia, and specific dementia-related findings
should be analysed and reported within broader studies that include
these groups.

(Continues)
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BOX 1 (Continued)

Findings from previous/current research
Living well:

o Remote delivery of psychosocial, education and physical interventions
have the potential to benefit wellbeing, but the caveats of access to and
capacity to use technology also apply.

Dying well:

o Difficult decisions may need to be taken more rapidly in COVID-19, and
decision aids for people with dementia and their families are now
available.

(Long Covid) or experience an exacerbation of other health problems
as a result of isolation or reduced access to health and care services.

Dying Well: Ensuring the needs of people with dementia are met
at the end of life (Table 7).

We found one published review?” but there were no primary
research studies on palliative or end of life care relating to COVID-19
and people living with dementia. Studies of palliative care services
are underway and are likely to include people living with dementia.
The decision-making process in older adults may need to happen

more rapidly in the context of COVID-19,'%®

and two ongoing UK
studies are developing advance care planning and decision-making
tools for people affected by dementia in care homes with nursing
(Brazil et al., UKRI, Table 7) and family carers.*** UKRI, Table 7). The
latter study has produced a freely available evidence-based decision
tool to help people with dementia and their family carers make
difficult decisions.’** Such decisions and consultations are likely to be
hampered by the loss of visitor access to many hospitals and care
homes during the pandemic, but quantitative research in this area is
lacking.

Additional studies as well as the regulator's investigations*?® on
the use of advance decisions to refuse treatments and misuse of
DNAR orders may help improve advance care planning for people

living with dementia.

4 | DISCUSSION
Based on the findings that emerged from this initiative, there were
directions for future research within each domain that the consensus
group considered important (Box 1). Some themes applied across all
domains, such as the potential benefits and risks of remote health-
care to deliver interventions and support, the need for longitudinal
studies to monitor the longer-term impacts, the risk and impact of
widening health and other inequalities, the need for socio-
demographically inclusive studies, and the benefit of reporting
dementia-specific findings within broader studies.

As this is a fast-moving and rapidly changing area in terms of
policies and adaptations, which may outpace the rate of the normal
publication process, we have tried to swiftly incorporate research

Directions for future research

e Ongoing and further research to assess the success of remote in-
terventions to improve wellbeing.

e Rehabilitation needs of people affected by dementia, e.g., due to post-
COVID syndrome or prolonged isolation.

e Primary research studies on palliative care involving people with
dementia.
e Studies to help improve advance care planning.

findings from a range of non-peer reviewed sources, including
registered systematic reviews in progress, preprint databases and
COVID-19-specific websites and reports. This paper presents find-
ings from a literature review and expert consensus, intended to
provide comprehensive coverage of several aspects of dementia
research related to COVID-19, and was not driven by a specific
research question. Our study was not designed to be a traditional
systematic or scoping review'*® and we did not formally quantify the
quality of studies. Therefore, our findings may be less comprehensive
compared to a protocol-driven search strategy that follows published
guidelines and/or systematic critical appraisal.

Members of the consensus group are involved in online projects
that can rapidly update evidence relating to COVID-19, for example,
the LTCcovid collaboration (www.ltccovid.org). While peer-review
remains the gold standard for research publication, databases such
as these as well as preprint repositories can provide valuable, time-
critical resources during the pandemic.

Another limitation of our study was that some potentially rele-
vant studies of long-term care facilities may have been omitted if
they did not explicitly mention inclusion of people with dementia:
members of the consensus group identified some such studies, and
these are described in the text. Non-specific findings should be
interpreted cautiously, including those from large population-based
studies/surveys of individuals, families and the health and social
care workforce. For example, only 22% of respondents in the Carers
UK survey (Table 2)'7 were aged over 65 years (an unknown pro-
portion were supporting family members with dementia), thus
potentially limiting the generalisability of findings to dementia care.

Other limitations, related to the fast-changing nature of the
pandemic, were that the themes and research gaps identified in this
study may not apply or become less relevant as the pandemic con-
tinues to unfold. At the time of writing, members of the expert
consensus were aware that several projects have yet to be
announced or have only recently been awarded funding, for example,
the NIHR Policy Research Programme (PRP) announced further
COVID-19 related studies that may be relevant to dementia in early
2021. These future studies were not detailed in this paper but may
fulfil additional themes within the Dementia Wellbeing Pathway or
meet identified gaps in research. We structured our findings based on
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the NHS England Dementia Well Pathway, but studies were not
conducted with this framework in mind. Thus, research findings may
be relevant to more than one domain and the categorisation of
studies, by necessity, may sometimes have been imprecise. As this
study was prompted by a question from the English Dementia Pro-
gramme Board on research on dementia and COVID-19, and our
consensus group were English-based experts, our findings and
consensus views were skewed towards research based in England.
Overall, the COVID-19 pandemic has had a disproportionately
negative impact on dementia wellbeing, and researchers and funding
organisations have responded rapidly to try to understand the impacts.
We have identified potential directions for future research to explore
these further, so that evidence-based measures can be developed to

improve the quality of life of people affected by dementia.
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