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Abstract

Background: informal carers provide the majority of the support for persons with dementia living at home. Restrictions
imposed due to COVID-19 have had a profound impact on the daily life of the entire population. This study provides insight
into the impact of these restrictions on carers of people with dementia living at home.

Design: qualitative semi-structured interviews.

Participants: purposive sample of carers who provide at least 10 hours of care a week for the person with dementia living at
home.

Setting: UK.

Results: twenty-three carers were interviewed, and thematic analysis identified three main themes—Changes to daily life,
impact on carer health and wellbeing and reduced support from health and social support networks. The results highlight the
impact of restrictions imposed on daily life and routines due to the pandemic, wellbeing of carers, reduced social support,
lack of access to health and care professionals and respite for carers. The restrictions have had negative consequences on carers’
wellbeing, and they have experienced difficulties in accessing formal care services and respite care.

Conclusion: carers attempt to continue to provide physical, emotional and practical support for persons with dementia in
the community throughout the COVID-19 restrictions. To prevent a future carer crisis, carers need better support systems
including formal carer services, telecare solutions that work for them and additional support for respite, as the restrictions
from this pandemic continue.

Keywords: dementia, Carer, COVID-19,thematic analysis, older people, qualitative

Key Points

* COVID-19 restrictions have impacted on health and wellbeing of carers of persons with dementia living at home.

* Carers of persons with dementia have difficulty in accessing formal care and respite services and need better support in
using telecare solutions.

* It is important to support carers in the community now to avoid a future carer crisis as restrictions during the pandemic
continues.
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Introduction

There are an estimated 850,000 people with dementia in
the UK [1, 2], and much of the care and support network
for persons with dementia is provided by informal carers
(family, friends and neighbours) [1, 3, 4]—hereafter referred
to as carers. Persons with dementia prefer to live at home,
and the majority of their care needs is met by their carers
[5]. Carers may find caring satisfying and meaningful but
providing care over a prolonged time can have a significant
negative impact on the carer’s physical and mental wellbeing,
as well as on their social life and financial situation [6]. It is
in this context that the COVID-19 pandemic unfolded in
2020. The World Health Organization declared the novel
coronavirus (COVID-19) as a pandemic on 11 March 2020
[7] and Governments and health services across the world
have sought to limit the impact of COVID-19 on health
and society. Policy responses to COVID-19 are complex,
context-specific and rapidly evolving, with different coun-
tries pursuing varying approaches to managing the pandemic
[8-10].

In the UK, COVID-19 related restrictions varied from
a national lockdown to local restrictions (often varying by
region and between the four UK nations), to a tier-based
system in England and a second national lockdown. These
different sets of rules and poor communication around the
rules led to only around half of adults in the UK in October
2020, saying they understood the COVID-19 restrictions
[11]. A timeline of changes and restrictions within the
UK in response to COVID-19 [12, 13] is given in Box I.
COVID-19 restrictions have meant a rapid, often confusing
set of instructions to be followed by the whole population,
including persons with dementia and their carers.

Support for persons with dementia and their carers can
be provided by formal support systems such as community
health and care professionals, respite care centres and practi-
cal advice and support from charities, friends and family [3,
14, 15]. The care, support and help available to persons with
dementia and their carers has already been reported to be
more limited compared to before the COVID-19 restrictions
[16]. During the COVID-19 pandemic, more people need
assistance, health care and support stafl may themselves be
unwell or self-isolating, carers have been asked to isolate
from their regular support systems and change their routine,
and informal support systems (neighbours/friends) cannot
be called-on due to social distancing and isolation guidance.
Studies [16, 17] during the early part of the pandemic have
reported on the effect of closures of support services on
carers of persons with dementia. The restrictions imposed as
a result of the pandemic have continued over months, and
the cumulative effects of these restrictions on carers have not
been examined adequately.

Study objective

It is to explore the impact of COVID-19 restrictions over a
period of time on carers of persons with dementia living at
home in the UK.

Ethics and patient and public involvement

This study is part of a larger study exploring carers’ expe-
riences of using assistive technology in dementia care and
was approved by the University Research Ethics Committee
(Reference number: R57703/RE001). As this study was
conducted during the COVID-19 pandemic, we included
questions on the impact of the pandemic, and the results are
presented in this manuscript. All volunteers were provided
with a participant information sheet (Supplementary file 1),
and those who consented to participate in the interviews pro-
vided informed written consent (Supplementary file 2) prior
to the interview. All information regarding the participants
has been anonymised and participants are identified by a
participant number within this manuscript. This study has a
patient and public research advisory group that meets online
twice a year. The group consists of two carers of persons with
dementia and a person with dementia (all living in England).
In addition to advice on research conduct, they also support
dissemination of study results to other patient involvement
groups and their wider networks.

Methods
Study design

The study described here is a segment of a larger sequential
mixed methods study [18], which explored carers’ experi-
ences of assistive technology use in dementia care. Semi-
structured interviews were conducted during the pandemic
as part of that study. This yielded information on the expe-
riences of the impact of COVID-19 restrictions on carers,
which is reported in this paper.

This study used hermeneutic phenomenology [19, 20]
as a qualitative methodology [21, 22]. Hermeneutic phe-
nomenology deals with the way in which the world is under-
stood and interpreted in relation to cultural, social and
historical contexts. The method is designed to interpret
meaning not just of stated facts but of understanding the
lived experience in context and to then consider impor-
tant themes and characteristics of the expressed facts. We
have used the consolidated criteria for reporting qualitative
research (COREQ) to report this study [23].

Recruitment

Participants were carers who participated in the mixed meth-
ods study, which consisted of an initial survey [24] on carers’
experiences of using assistive technology in dementia care.
For the survey, the inclusion criteria were: adult carers—
family, friends or neighbours—providing at least 10 hours
of care (e.g. shopping, leisure, personal care, finance) per
week to a person with dementia who lives in their own home,
with the carer living together with or away from the person
with dementia. An email with the participant information
sheet was sent to volunteers who gave consent in the survey
to be contacted for an interview. From those volunteers
who replied expressing an interest in participating, a purpo-
sive sample of participants reflecting variations in age, sex,
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Box I. Timeline of changes and restrictions within the UK in response to COVID-19

12 March 2020

16 March 2020

18 March 2020

20 March 2020

22 March 2020

23 March 2020

01 June 2020

15 June 2020

12 October 2020
05 November 2020
02 December 2020
08 December 2020
26 December 2020
04 January 2021
06 January 2021

Self-isolation measures for people with symptoms

Social distancing measures of 2 metres introduced

School closures

Bars, restaurants and non-essential shop closures

Shielding for the most vulnerable introduced

First national lockdown

Easing of lockdown restrictions

Introduction of mandatory face coverings on public transport and hospital visits
introduction of tier level systems for imposing localised restrictions
Second national lockdown

Return to local tier-based restrictions

One of the approved vaccines for COVID-19 rolled out
Introduction of further restrictions in high-risk population areas
Second approved vaccine for COVID-19 rolled out

Third national lockdown introduced

living arrangements, rurality and relationship with persons
with dementia was selected. The recruitment commenced
in October 2020 and the final interview was completed in
December 2020.

Data collection

Semi-structured interviews as part of the mixed methods
study were conducted over the telephone due to the restric-
tions from COVID-19. The interview focused on caregiving
experience and use of assistive technology. All questions were
open ended and informed by an earlier systematic review
[25], qualitative study [26] and survey [24] and confirmed
as meeting the needs for answering the research questions by
the patient and public advisory group. Because of the timing
of when the interviews took place, a question on the impact
of COVID-19 restrictions on caring for the person with
dementia was included in the interview topic guide (Supple-
mentary file 3), and this paper describes the results from these
data. All interviews were carried out by VS. Demographic
data were derived from the eatlier survey responses and
confirmed as being accurate with the participant at the
start of the interview. The background of the interviewer as
an Occupational Therapist and consequent interest in the
research topic was discussed with participants. The partici-
pants were not known to the interviewer or the other authors
before recruitment and trust in the interviewer was built by
establishing rapport with the participants through email and
prior to the telephone interview. Interviews lasted between
40 and 50 minutes, were audio-recorded, and later tran-
scribed by a professional transcriber, verbatim with names
of participants, names of the person with dementia and any
towns/cities mentioned in the interviews pseudonymised to
ensure confidentiality.

Data analysis

The data were analysed using thematic analysis following
the process outlined by Lindseth and Norberg [27] and in
our previous qualitative study [26]. VS listened to each of

1878

the interviews and read the transcripts multiple times (first
step). Line by line coding of each transcript was carried out
using the software package NVivo 12 [28] (second step).
The data analysis was ongoing throughout the period of data
collection, and the interview guide was modified to allow
focus of subsequent interviews on emerging topics. This
ongoing method allowed earlier transcripts to be recoded
to reflect new codes. All authors coded selected transcripts
independently and met regularly to discuss and agree with
ongoing data collection, analysis, interpretation and to gen-
erate themes. Data collection continued after 20 interviews
to ensure no new codes were emerging and at the 23rd
interview; it was concluded that data saturation was reached.
Results from the data analysis presented in this paper, only
relate to the impact of COVID-19 restrictions on carers,
and was analysed from data collected for the larger mixed
methods study [18] on carers” experience of assistive technol-
ogy use in dementia. All the coded units were grouped into
themes and underlying sub-themes (third step). Reflexivity
(the examination of own beliefs, judgements and practices
during the research process and how these may have influ-
enced the research) [29] and integrity of the research process
was maintained by all authors. The authors’ experience and
previous research with people with long-term conditions,
including dementia provided the necessary expertise for this
research. However, it is acknowledged that this experience
may have influenced the coding and interpretation of the
themes.

Results

Participant characteristics

A total of 52 participants were contacted by email and
of those who responded and gave consent, 23 carers (18
women, 4 men, 1 non-binary) participated in the inter-
views. Participants’ age ranged from 51 to 85, 11 of the
participants were spouses and 15 participants lived with the
person with dementia. Table 1 provides further details of the
participants.
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Table 1. Participant characteristics

ID  Agerange  Gender Person with  Ethnicity ~ Living arrangements Type of dementia Years/months since
dementia is diagnosis
1 71-80 Female Husband ~ White Living with person with dementia Vascular dementia 2 years
2 51-60 Male Mother White Weekly visits Alzheimer’s dementia 18 months
3 71-80 Female Husband ~ White Living with person with dementia Alzheimer’s dementia 3 years
4 51-60 Female Mother White Living with person with dementia Unsure 10 years
5 71-80 Female Husband ~ White Living with person with dementia Alzheimer’s dementia 4 years
6 61-70 Female Mother White Living with person with dementia Mixed dementia 8 years
7 81-90 Male Wife White Living with person with dementia Alzheimer’s dementia 3 years, 6 months
8 61-70 Female Mother White Living with person with dementia Mixed dementia 1 year
9 61-70 Female Husband ~ White Living with person with dementia Mixed dementia 6 years
10 61-70 Female Mother White Daily visits Alzheimer’s dementia 4 years
11 61-70 Female Husband ~ White Living with person with dementia Vascular dementia 3 years
12 61-70 Female Mother White Visits every 3 weeks Unsure 4 years
13 71-80 Male Wife White Living with person with dementia Fronto-temporal dementia 11 years
14 61-70 Female Mother White Daily visits Alzheimer’s dementia 7 years
15 51-60 Non-binary Friend Other Daily visits Parkinson’s Dementia 1 year, 3 months
16 61-70 Female Husband ~ White Living with person with dementia Alzheimer’s dementia 4 years
17 71-80 Female Husband ~ White Living with person with dementia Vascular dementia 12 years
18 71-80 Female Husband ~ White Living with person with dementia Lewy body dementia 7 years
19  51-60 Female Mother White Living with person with dementia Alzheimer’s dementia 2 years
20 71-80 Male Wife + White Living with person with dementia Behaviour variant fronto-temporal 4 years (wife
Mother-in-law (wife). Mother-in-law recently dementia (wife) + Vascular dementia ) Unsure
moved to nursing home (mother-in-law). (mother-in-law)
21 51-60 Female Mother +  White Weekly visits (mother recently Alzheimer’s dementia 5 years
stepdad moved to nursing home) (mother) + Vascular dementia
(stepdad)
22 51-60 Female Father White Daily visits Alzheimer’s dementia 4 years, 6 months
23 51-60 Female Father White Daily visits Mixed dementia 2 years
Themes Jfor my mum or cooking. I do all of that [now) because of, you know, the risk’

Analysis of the interview data revealed three major themes:
Changes to daily life, impact on carer health and wellbeing
and reduced support from health and social support net-
works—that reflected experience of carers of persons with
dementia during the COVID-19 restrictions. Details of the
themes and sub-themes from the analysis and illustrative
quotes are provided in Table 2.

Theme |: Changes to daily life

Participants had mixed perceptions of the impact of the
restrictions due to COVID-19. Some perceived the restric-
tions as having made no change due to their previous daily
lifestyle, whereas others were worried about the impact on
themselves and the person with dementia.

Carers had to take extra precautions to avoid potentially
infecting the person with dementia. This change to routine
also meant they had to provide additional support to the
person with dementia when formal carers could no longer
come in to provide that care.

T couldn’t leave her [Person with demential, and I wasn'’t comfortable with
carers coming in who I don’t know where theyve been, who theyd been with’

[Participant 13]

She . . . the [professional] carer that comes in . ..

she wears full PPE [Personal
Protective Equipment]. And also she, she kind of doesn’t do any personal care

[Participant 6]

Some participants felt that the lockdown and restrictions did
not influence their daily life, either because they were able to
continue to do activities that mattered to them or because
they previously already had a restricted lifestyle.

. lockdown didn’t
have a huge effect on our day-to-day life. I was still able to pop out and get my

‘... because our life was quite restricted prior to the virus ..

shopping’ [Participant 11]

. we didn’t, for a short while, we didn’t meet anybody else. But that was not
particularly unusual’ [Participant 7]

Some carers were concerned about the person with dementia
contracting COVID-19 and limited going out for social
visits and friends/family coming in to see the person with
dementia. Carers who lived away from the person with
dementia chose to form protective ‘bubbles’ that continued
to provide social and practical support. A support bubble
(where one household can join up with one other household)
during the restrictions meant carers, who lived away, could
effectively become one household and act as if they all lived
together) meant they could do things such as go round to
the person with dementia’s house, stay the night and travel
together in private vehicles. They also did not need to socially
distance from others in the support bubble.
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Table 2. Themes and sub-themes with illustrative quotes

Sub-theme

Example quote 1

Example quote 2

Example quote 3

Changes to daily
life

Impact on carer
health and
wellbeing

Assistance from
support networks

Physical health

Wellbeing

Social support
networks

Respite for carers

Access to healthcare
and care
professionals

Not really . . . because our life was
quite restricted prior to the virus
... [Participant 11]

I get what I need [exercise], but I
haven’t been able to get as much
since March, obviously [Participant

3]

It was, it helped in a positive way
because I felt very close to him, and
we, we, we had a lovely close
relationship ‘cause I couldn’t, I
didn’t have this mental pressure that
I wanted to go out because I
couldn’t go out [Participant 18]
One of my daughters lives quite near
and she comes down if necessary.
Well, she has come more often.
When in March and April, when
things were a bit dicey and food was
difficult and things like that, she
used to do the shopping [for us]
[Participant 3]

So, so the, perhaps though, for me
there’s, there’s been a lot more, it’s
been, it’s been very heavy because
I've not been able to, kind of,
organise, well, you know, day care, if
you like [Participant 15]

we also find it even more difficult to
coordinate like talking to doctors or
talking, trying to get in touch and
try to get in touch with the
occupational therapist to try and get
him reassessed [Participant 23]

You know, I can order my groceries
and they arrive, and everything
comes to my door, whereas I would
have, if I hadn’t had technology, 1
wouldn’t have been able to organise
that [Participant 3]

... obviously become much more
. .. doing much more physical care
and, and planning and thinking
about things that you perhaps
wouldn’t have had to before
[Participant 12]

I think the most challenging thing
being a daughter is the deterioration
of my mother in front of my eyes,
which is a long grieving process
[Participant 14]

it meant I couldn’t go for some time
and so the care role fell entirely on
my sister and the other carers. For
me, I suppose, obviously the extra
precautions, I obviously ...
obviously very careful with Mum
anyway, but got to be thinking
about that really and, and contact,
any contact I have with people
[Participant 12]

we don’t have any [support] at the
moment with the virus and
everything. Mum did have a friend
that used to take her out on a Friday
afternoon about once every three
weeks ... [Participant 19]

but as of yesterday she [formal carer]
didn’t come because she couldn’t get
here and in an emergency they
wanted to send a complete stranger

[Participant 4]

... shared Lives, which is a
one-on-one service, but the chap
that takes him out is in Spain at the
moment and then has to isolate
when he comes home so that’s not
working out. And so at the moment
we've, | have absolutely no support
and help [Participant 17]

We try to do things together, we do
the gardening to get him motivated,
we do do the gardening together but,
I must admit, I can’t do as much as [
would like to do [Participant 1]

Physically and mentally, and
health-wise I've got a major problem
as a result of it, and then I have to
look after me because if I don’t look
after me [ won't be here to look after
him anyway [Participant 17]

I did have access to and used carer
support groups but again that’s all
gone [Participant 9]

So that’s [day care centre] been
completely withdrawn and that
obviously was a huge respite for us
[Participant 23]

The only real change was I used to
get a carer coming in for a couple of
hours a week. I stopped that
[Participant 13]

If she gets COVID, then, you know, she’s probably not going to survive it. So I

have to protect her, don’t I? I haven't got any choice’ [Participant 6]

So, wewve, in these Covid times, produced a bubble including my mother’

[Participant 14]

Reduced socialising and visits to a person with dementia also
extended to when a person with dementia was hospitalised
and the family were not allowed to visit and reassure the
person, which in turn caused anxiety and stress for the

carer.

‘Because being in the hospital, we're not allowed to see him and that'’s causing me

a huge problem’ [participant 23].
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Carers also had to continue to remind the person with
dementia to wear a mask, which some resisted or simply did
not understand the need for, and to maintain social distance.

T have to remind him about keeping the distance and wearing the mask’

[Participant 5]

Carers who were comfortable with technology use continued
to use technology to communicate and stay in touch with the
extended family and social networks where they could when
regular face-face visits were not possible.

As I say, we're both pretty adept with technology, so it5, it’, it’s not something
that’s just come into our lives because of the COVID, I do not think so’

[Participant 16].
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‘... Zoom or WhatsApp or Skype have had a tremendous help, otherwise the
impact would have been significantly greater’ [Participant 20]

Theme 2: Impact on carer health and wellbeing

Carers reported impact on their health and wellbeing as
a result of providing additional support and care for the
person with dementia as a direct result of the restrictions.
This included increased physical help and support provided
for the person with dementia and stress and anxiety from
the deterioration in the health of the person with dementia
during the restrictions in socialising and having to follow
new rules.

Physical health

Carers of persons with dementia who needed physical assis-
tance had to provide additional support and care due to the
sudden lack of visits from formal carers who would usually
provide support in the home. This in turn caused problems
in the caring relationship or even injury to the carer.

<

. and they withdrew all care and I was left looking after him. I couldn’t even
get [him] out of a chair, and so as far as what it’s done is distanced myself from
him’ [Participant 17]

T mean, I have picked him up and ended up in hospital because I had done the
disc in my back . .. so Idid it all. .. that was before we had the hospital bed, so
1 did it all’ [Participant 18]

Wellbeing

Carers who could use technology were able to get reassurance
that the person with dementia was safe, especially when they
lived away from them.

‘... but the fact that I could FaceTime dad and actually have eyes on him did
help’ [Participant 22]

COVID-19 restrictions introduced new rules in the UK for
social distancing at 2 metres and for the public to wear
facemasks in indoor public spaces. Carers thus had the
additional anxiety of managing reactions of other members
of the public towards the person with dementia, who may
not necessarily follow rules on social distancing and wearing
masks.

‘... and it worries me that somebody is going to have a go at her, so, like I say, I've

got the sunflower lanyard [wearing the hidden disabilities sunflower discreetly
indicates to people around the wearer that they need additional support, help
or a little more time] and hopefully that will be enough ro, you know, and you
would hope people wouldn't have a go at an old lady but you never know. ..’
[Participant 19]

Carers who had to go out, for work or for shopping, were
also worried about inadvertently infecting the person with
dementia.

«

. and I'm thinking, “When you bring something home, will it get to Mum?”
So it’s sort of constantly on your mind, “Will it get to her?” sort of thing ...~
[Participant 4]

Carers were also anxious about the future and the care plans
that they had wanted to be in place to support the person
with dementia and how it affected their relationship.

So, it’s [changes due to COVID-19], it has absolutely destroyed the natural caring
path that I would have, I would have maintained, I would have held with him’
[Participant 17]

Carers reported problems experienced by persons with
dementia in social activities as having an indirect impact
on them. Carers had difficulties going out with the person
with dementia due to the restrictions or having to take
extra precautions at home. In some cases, the person with
dementia had not been outside the home in months.

. s0 L would take him. We'd had a ramp supplied at the front door so I could
take him out in the wheelchair to the car, and then drive him around, but that
had stopped. . . . which means actually he hasn'’t been out since, well, about, just
the beginning of March’ [Participant 11].

Carers attributed the lack of socialising and in-person social-
isation to a worsening in the condition of the person with
dementia, which in turn had an impact on the carer.

So it, its made it more challenging in keeping Mum entertained’ [Participant
19]

1 think its accelerated her, her downgrade, definitely the lack of social interaction,
and I think thats, that’s been a, a huge impact on her’ [Participant 2]

Theme 3: Assistance from support networks

As a result of the changing nature of restrictions, carers had
difficulty in accessing their usual support networks.

Social support networks

Carers appreciated others within the wider social networks
adapting to the needs of the person with dementia within the
restrictions and changes from COVID-19, such as increased
in-person visits (when restrictions were eased) to support the
person with dementia and carer to compensate for them not
being able to go out.

‘But fortunately, my children were very supportive, and one or other of them
would be here every weekend’ [Participant 13]

Some carers did see the positive side to the changes in
routines for themselves and the person with dementia.
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‘Weve chosen to use it as quality time, not just with my mother but with my
husband. We've, we've tried to turn it into a positive thing. This is an opportunity
... [Participant 14]

‘... because she [Person with demential, we have to make sure she’s got things
to do because the, the various centres aren’t, aren't open. So, she’s, she’s going out

Jfor more walks on her own . . . [Participant 10]

Carers, however, were also having to deal with persons with
dementia unable to go outside, others from their extended
social networks unable to visit and having to provide addi-
tional support to keep them occupied indoors, during the
extended lockdown periods.

She [Sister] would have her over for the afternoon about the same times, and we
had a cousin who we used to go Sunday dinner to once a month, but unfortunately
that’s all gone by the by’ [Participant 19]

Additionally, carers appreciated neighbours being mindful of
social distancing rules, even when the person with dementia
could not remember to follow them.

And so, if they see mum and she goes towards them, they will step back from
her. .. They don't rely on her remembering that she’s got to be six feet away . . .~
[Participant 14]

Respite for carers

For most carers, the visits to local day care centres and mem-
ory cafes were the time that they could have for themselves
and was seen as a time for respite by the carers. Because of the
changes in socialising rules and lack of support staff available
to operate these centres, they were closed during the two
national lockdowns in 2020. This for the most part had a
negative impact on carer wellbeing.

‘... but the going out for my mum is a breather from my dad [person with
dementia] and he couldn’t go to his day centre because it’s closed, and mum

didn’t get any time to herself” [Participant 22]

T did have access to and used carer support groups but again that’s all gone’
[Participant 9].

Access to health and care professionals

Carers felt there was a general lack of access to health and
care professionals.

T arrange [paid] carers if I've got appointments or I'm going to meet up with
friends. That hasn’t happened so much with the virus” [Participant 11]

Everything [day care center] stopped, and so, you know, unless I provide 24/7
care there, there isn’t anything else’ [Participant 6]

Carers appreciated the use of technology for social
support and communication with the person with dementia.
However, a lot of the consulting and advice services for
professional support were moved to telecare support, such
as virtual consultations due to the COVID-19 restrictions,

1882

which did not always work as intended and carers found it
difficult to access services and professionals.

Although, most of its done over the phone now. And of course, you know, there
was one, there’s been several calls where you had to log into a website . .. in
order to have the face-to- face consultation, which has been really complicated.
She would, there’s no way she would have done that on her own’ [Participant

15]

Yeah, so, in fact, the detrimental side of it is with the medical services, the fact
that everything is by phone, nothing is by video, and they haven'r a clue whar’
going on. They can’t, there’s no body language, they can’t read body language,
they re just listening to voices and the standard of care has been, is, is now abysmal’
[Participant 17]

Carers who could access support through formal carers felt
that even if formal carers could come in to assist them with
physical activities for the person with dementia, due to the
prioritisation of care in the community for those at higher
risk, the support available was limited.

T get what I need, but I haven't been able to get as much since March,
obviously . . . I know where they are and I can contact them if need be, but they

can’t come here to support me’ [Participant 3]

Discussion

This study sought to explore the experiences of the restric-
tions imposed by COVID-19 on carers of persons with
dementia, and the results expand our limited knowledge on
the impact of these national and locally enforced restrictions
over a considerable period of time. Participants highlighted
the negative experiences from these restrictions as well as the
impact on their health and wellbeing.

In the UK, alongside testing, tracing and a vaccination
program, the restrictions to movement, work, travel, shop-
ping and daily routines have been the main mechanism of
community and population level control of COVID-19. As
with any large-scale change, the restrictions affected carers in
different ways.

Anxiety, stress, burden and exhaustion are common
among carers of persons with dementia [30]. During the
restrictions from the COVID-19 pandemic, in addition to
being aware of the changing nature of these restrictions and
advice from the Government [11], carers had to continue to
provide good care for the person with dementia, often when
the usual support systems available is no longer accessible.
Carers who relied on formal carers to help support the person
with dementia had to weigh the risks of admitting others
from outside their immediate household [17] or in most
instances could not access these additional support services
such as day centres and as a result they had to provide this
additional care.

The COVID-19 restrictions have also exposed underlying
weaknesses in the health and care system [31]. These
restrictions and changes to lifestyle were introduced
suddenly, and as health and care systems struggled to cope,
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it had a negative impact on persons with dementia and their
carers [32].

Use of technology and digital solutions has been recom-
mended as a solution to support ongoing care for people
with dementia in the community [33]. However, very little
thought has been provided to telecare/telehealth literacy,
how this vulnerable population would be able to use tech-
nology, the additional support required from carers in order
to facilitate this and the potential to miss cues on physical
aspects of health, with an over reliance on telecare. These
findings echo those from another study [16] conducted at
the beginning of the pandemic restrictions on difficulties
encountered by persons with dementia and how carers have
to step in to provide that additional support. Also, the
genuine need for respite care [34, 35], benefits derived
from some personal ‘me’ time by carers that was available
through day care centres [16, 36], visits from other family
members who could look after the person with dementia and
substitute for the main carer cannot be replaced with telecare
and technology solutions.

Carers did consider some positive changes due to the
restrictions and appreciated the additional time that they
could spend with the person with dementia and how this
helped strengthen their caring relationship. Our findings
show that while carers attempt to provide adequate care, with
limited support from formal care services and changes to
their daily life—over a prolonged period of time, sometimes
stretching into months—their own health and wellbeing
appears to suffer, sometimes leading to physical injury and
increased anxiety for the welfare of the person with demen-
tia. This is similar to other findings conducted during the
beginning of the first lockdown restrictions [16, 37].

Interestingly, none of the participants in the study pri-
oritised issues around personal liberty or the need for the
person with dementia to be able to go out, meet others
without restrictions and participate in social activities over
that of protecting the person with dementia from the risk
of infection. In fact, carers ended up providing additional
personal care, to avoid the possible risk of infections from
formal carers. However, when carers made a risk assessment
and they accepted the risk of having formal carers [17] or
the wider support network to come in to help the person
with dementia at home, this did not always mean formal
carers were available to support them or the COVID-19
restriction rules meant wider social support networks, they
could usually rely on had to stay away.

Carers also did not overtly comment on their own risk
of infection with COVID-19 and what if any impact this
would have on their caring responsibilities, when unwell,
towards the person with dementia, but they had to deal
with the anxiety of managing the person with dementia
and navigate situations that required wearing facemasks and
social distancing when they went out.

Strengths and limitations

These interviews provided an opportunity to discuss the
impact of lockdown restrictions over a period of time as

the restrictions unfolded. This enabled us to gain current
perspectives on a rapidly evolving and important topic. All
of the interviews were conducted over telephone due to the
restrictions and this might have led to non-verbal cues and
interactions being missed out. This study was part of a larger
study, and only one open question was directed at partici-
pants on the impact of COVID-19 restrictions. We did not
ask participants specific questions on the effect of being ill
with COVID-19 themselves. Ongoing coding allowed us to
use prompts to gather more information for this question
and provide a richer picture of the impact of COVID-19
restrictions on carers. Despite our continued efforts, only
one participant was from an ethnic minority group. It would
be important to further investigate how carers from Black,
Asian or other Minority Ethnic communities in the UK are
impacted when caring for someone with dementia during

the COVID-19 pandemic.

Recommendations

COVID-19 and the restrictions to keep the public safe are
likely to remain in society for some time. The total cost
estimate in response to COVID-19 by the UK government
is an estimated £210 billion for measures announced until
7 August 2020 [38]. During that time, most of the atten-
tion has been on the economy and supporting services for
the acutely unwell; this focus now needs to include those
with long-term conditions such as persons with dementia
and their carers and the support systems available to them.
Healthcare providers, policy makers, third sector and special
interest groups supporting those with dementia and their
carers need to develop specific bespoke support systems for
carers, based on our findings, especially as they continue
under ever more stringent restrictions. These support systems
could include targeted support for respite and additional
support in use of telecare/telehealth solutions for those who
may struggle with this. Adequate and urgent action is nec-
essary now to avoid increased health problems of carers and
increased institutionalisation of persons with dementia.

Conclusions

Carers face challenges in providing adequate care for persons
with dementia and have faced additional difficulties during
the COVID-19 pandemic that impact on their own health
and wellbeing. The restrictions imposed because of COVID-
19, and the response from health and care professionals
towards the acutely unwell has overshadowed support to
carers of persons with dementia, especially on formal care
available at home and lack of respite for carers. As healthcare
systems gear up to provide support for persons with dementia
and their carers, closely working with carers and an under-
standing of their experiences is required to provide targeted
assistance that is required.

Supplementary Data: Supplementary data mentioned in
the text are available to subscribers in Age and Ageing online.
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