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1 | BACKGROUND

Since early 2020, COVID-19 has caused severe disturbances in care
for older adults and people with dementia (Cheung & Peri, 2020).
Given the high susceptibility of older adults to the virus, care

homes have been the worst affected setting in this pandemic (Liu

Abstract

Little is known on how the pandemic has changed care home care delivery. The aim
of this study was to explore the impact of COVID-19 on care provision and visits in
care homes from staff and family members’ perspectives. For this purpose, we con-
ducted a telephone- and zoom-based qualitative semi-structured interview study.
Care home staff and family carers of people living with dementia (PLWD) across the
UK were recruited via convenience sampling and participated via telephone or online.
Participants took part in a semi-structured remote interview. Data were collected
between October and November 2020. Anonymised transcripts were analysed sepa-
rately by two research team members using thematic analysis, with codes discussed
and themes generated jointly, supported by research team input. 42 participants (26
family carers and 16 care home staff) took part. Five themes were generated: (a) Care
home reputation and financial implications; (b) Lack of care; (c) Communication or
lack thereof; (d) Visiting rights/changes based on residents’ needs; (e) Deterioration
of residents. With a lack of clear guidance throughout the pandemic, care homes
delivered care differently with disparities in the levels and types of visiting allowed
for family members. Lack of communication between care homes and family mem-
bers, but also government and care homes, led to family carers feeling excluded and
concerned about the well-being of their relative. Improved communication and clear
guidance for care homes and the public are required to negate the potentially dam-
aging effects of COVID-19 restrictions upon residents, their families and the carers

who support them.
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et al., 2020). In England and Wales alone, around 20,000 COVID-19
related deaths have been recorded amongst the care home popula-
tion, although there is no consistent count since the pandemic began
(Office for National Statistics [ONS], 2020).

Care homes in the UK encompass both nursing homes and residen-

tial care settings without qualified nursing support. Since March 2020,
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rules and guidance surrounding care home visiting and testing have
changed, following delays in guidance provision in the first instance. In
the first 3 months of the pandemic, the majority of care homes were
completely locked down and stopped access for family members. Over
the summer, visiting changed and was dependent on the individual care
home, without any clear understanding nationally of what was provided
and how these different types of visiting were experienced. Besides
care home specific changes, the UK has seen various public health re-
strictions implemented since March, with currently a third nationwide
lockdown being imposed (see Figure 1 for further details).

Considering the large number of people in close proximity, and the
frailty and age of the care home population, once COVID-19 reached
a care home it could easily spread within (Burton et al., 2020). Risk of
infection was heightened further where staff worked across different
care homes (Ladhani et al., 2020). In Canada, the risk of a COVID-19
outbreak was heightened in care homes with older/non-purposive de-
sign standards, and the extent of an outbreak was greater in for-profit
care homes, which thus also had higher levels of associated deaths (Stall
et al., 2020). The risk of an outbreak further increased in larger care
homes, as identified in one region of the UK (Burton et al., 2020). These
patterns indicate severe concerns for infection management in care
homes, especially with a lack of accessible testing in the early stages
of the pandemic, and are likely to have a notable impact on current and
future care home practices and visiting rights for family members.

Evidence on how care provision in care homes has been affected
is very limited to date. Emerging research has shown the positive im-
pacts of clear care home visiting guidance early on in the Netherlands,
and how visits were not linked to any subsequent outbreaks (Verbeek
et al., 2020). The deleterious psychosocial impact on family members
has been quantified in the US, where family members of care home res-
idents with cognitive impairment, including dementia, have reported
reduced levels of well-being as a result of the visiting restrictions, as
well as poorer communication with staff (O’Caoimh et al., 2020). As
Canevelli et al. (2020) highlight, it is important to provide both infec-
tion control and dementia-sensitive care simultaneously during this
ongoing pandemic. Whilst these first findings indicate an impact on
the emotional well-being of family members, it is still unclear though
how the restrictions have impacted, and are impacting, on residents
and staff, and how precisely care provision has changed during the
pandemic in institutional long-term care settings as opposed to com-
munity care (Giebel et al., 2020).

The aim of this study was to explore the experiences of family car-
ers and care home staff of pandemic-related changes to care delivery
and provision, by understanding the impact that risk management and
infection control versus care for residents have on care delivery. Care
encompasses tending to physical basic care needs, support with more
instrumental activities of daily living, such as engaging in social activ-
ities, as well as ensuring the mental well-being of residents. Although
heavily covered in the media, to date there is still little scientific evi-
dence on how care provision in care homes has been affected, and its
implications for all involved. Whilst frontline health and social care staff
in the UK and more globally are starting to be vaccinated now, as well

as the oldest of our population and care home residents, it is important

What is known about this topic?

e People with dementia and family carers have been se-
verely affected by the pandemic.

e Care home closures are bad for the well-being of resi-
dents and family members.

e Social care staff is emotionally affected by the pandemic
and providing care in stressful situations.

What this paper adds?

e This is the first paper to explore how care delivery and
visitation are affected from both family carers’ and staff’
points of views.

e There is a clear lack of communication between deci-
sion makers and care homes and care homes and family
members about guidance and visitation.

e There is a clear dilemma between managing infection

risk and providing suitable care to residents.

to understand the changes in care resulting from COVID-19, and pro-

vide crucial learning for both the current and future pandemics.

2 | METHODS
2.1 | Design

This was a qualitative semi-structured interview study.

2.2 | Sample/participants

Unpaid family carers were eligible if the person they used to care for
in the community had a diagnosis of dementia, and was at the study
time point, residing in a care home. Care home staff were eligible if
they worked in a care home or worked solely with care homes as part
of their clinical roles. All participants had to be at least 18 years of age.

Unpaid family carers and care home staff were recruited via third
sector organisations such as the Liverpool Service User Reference Forum
and the Lewy Body Society, many of which have existing links with care
home organisations; an existing network of dementia and ageing (the
Liverpool Dementia & Ageing Research Forum); and social media. This in-
volved emailing organisations and sharing the study information, as well
as posting information about the study on social media. Interested par-

ticipants could contact the principal investigator via email to take part.

2.3 | Data collection

Participants were asked demographic background questions and

about details of the care home in which their relative resided in /
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17* July 20 - Ease out of lockdown

23March 20 - Lockdown 1

10* August 20 — shielding
for vulnerable people ends

14" October 20 — Tier system introduced

5t November 20 — Lockdown 2

2 December 20 — new Tier system introduced
(variations in England, Wales, Scotland,
Northern Ireland)

5t January 21 — Lockdown 3

they worked in. Questions included age, gender, ethnicity, total
years of education, as well as details about the dementia, relation-
ship to the person living with dementia, length of care homestay for
family carers, length of working in the care home sector, job role, and
care home size for care home staff.

Interview topic guides were co-developed with current and former
carers as well as clinicians and service providers, and can be found
in Appendix S1. Family carers were asked about their experiences of
visiting and communicating with their relative with dementia during
the pandemic, and how this had changed compared to before March
2020 and severe public health measures. Care home staff was asked
about how care provision and their regular working day had changed
since the pandemic, how their care home was providing testing and
general COVID-19 safety measures, visiting and communications be-
tween family members and residents, the impact of the restrictions on
the residents, End of Life Care arrangements, and their perceptions of
working in the care sector.

Semi-structured interviews were conducted over the phone
or online via zoom and audio-recorded between October and
November 2020. Verbal consent was obtained and recorded at
the beginning of each interview. Interviews lasted between 12 and
58 min, and lasted on average 30 (+11) minutes.

At the time of data collection, public health restrictions had been
devolved into the four nations across the UK, with different restric-
tions in place in England, Wales, Scotland, and Northern Ireland.
In October/November 2020, the UK faced the beginning of Wave
2, and England had implemented a second lockdown from early

November to early December.

2.4 | Ethical considerations

Ethical approval was received from the University of Liverpool (Ref:

7626) prior to study begin.

2.5 | Data analysis

Anonymised transcripts were coded by research team members
(CG, KH, MG, JC, SM) and one assistant psychologist, ensuring
that each transcript was coded by two people. Specifically, one
researcher (KH) coded all transcripts, and the second round of
coding for each transcript was split across the four other team
members and the assistant psychologist. This was to ensure that
each transcript was coded twice, and ensured a diverse back-
ground in those who were coding the data, ensuring that all
information was picked up. Data coders were experienced in con-
ducting qualitative analysis, including academics, clinicians, and
one former carer. Data were analysed using descriptive, inductive
thematic analysis (Braun & Clarke, 2006), whereby emerging codes
and themes about care provision and visiting were conceptualised
when reading through the transcripts. Each coder went through
their transcripts separately, before discussing the codes jointly.
This solidified the codes amongst the team members and allowed
clustering of individual codes into themes. These were discussed
with all carers who were active team members to ensure identified
themes reflected their real-life experiences of caring for someone

living with dementia.

2.6 | Public involvement

One current and two former unpaid carers were active team mem-
bers in this study. Both former carers were also currently running a
third sector organisation to support carers and people living with
dementia (PLWD). All three were involved in all aspects of the study,
including designing study documents, attending team meetings,
interpreting findings, and contributing to the dissemination. Public
involvement fees were paid according to NIHR INVOLVE (2013)

guidelines.
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3 | RESULTS
3.1 | Participant characteristics

A total of 42 participants were interviewed for this study (26 family
carers and 16 care home staff). The majority were female (n = 31),
White British (n = 35) and with a mean age of 55 (+16) years. Many
participants (44%) resided in the least disadvantaged quintile (index
of multiple deprivation [IMD] = 1) as reported from their postcode
IMD score. Of the 26 family carers recruited, the majority were adult
children (n = 16), with the remaining relations spouse or partner. The
most common dementia subtype, of the PLWD residing in a care
home, was Alzheimer's (n = 8), followed by Lewy Body (nh = 6) and
vascular dementia (n = 4). Of the 16 care home staff, the mean years
of working in a care home were 9.3 (+10.6), with care assistant and
manager the most common job roles (n = 4 respectively). Staff was
recruited from 16 different care homes. Table 1 shows the full demo-
graphics of the recruited participants.

Thematic analysis identified five themes: (1) care home reputa-
tion and financial implications; (2) lack of care; (3) communication or
lack thereof; (4) visiting rights changes based on residents’ needs; (5)

deterioration of residents. Table 2 shows all quotes by theme.

3.2 | Theme 1: Care home reputation and financial
implications

Both family carers and some care home staff raised concern about
the reputation of many care homes by reporting COVID-19 cases,
and their implications on their financial future and survival. Care
home staff was not only concerned about having the virus in for ob-
vious health reasons but also what having and reporting COVID-19
cases might do to the home's reputation and willingness of people
in need of institutional long-term care choosing a care home with an
infection outbreak. For this reason, many care homes were particu-
larly stringent with rules and regulations, with family carers express-
ing their dissatisfaction of being unable to see their relative despite
being prepared with personal protective equipment (PPE) and ad-
hering to social distancing and other measures.

In contrast, family carers were concerned about the well-being
of the relatives residing in the care homes, with some feeling that
care homes prioritised their reputation and income over the resi-
dents’ well-being.

3.3 | Theme 2: Lack of care

Some family carers suggested reductions of care for their relative
during the pandemic. Carers were mindful of the additional work-
load and job intensity for care home staff and considered that to
be one of the reasons why care home staff were less able to focus
on the individual's care. It is to be noted that not all family carers

reported reduced quality of care, yet questioned the regulations and

delivery of guidance by care home staff in not enabling face-to-face
visiting due to the detrimental impact on the residents. Being unable
to see family and have regular social contact was seen to be a lack of
care in its own right.

Visiting regulations seemed to be different in end of life scenar-
ios, but to have to reach these before restrictions were relaxed was
not desirable for anyone and family carers wanted to see their rela-
tives before end of life care was initiated.

3.4 | Theme 3: Communication or lack thereof
3.4.1 | Communication from the government

Both care home staff and family carers experienced minimal com-
munication from the government surrounding guidance. Even when
new guidance was announced in the media, there was a delay in de-
tailed guidance being circulated to care homes, so that care home
staff faced additional difficulties in that period when family carers
expected changes to take place immediately.

3.4.2 | Communication between care
homes and families

There were mixed experiences surrounding communication be-
tween care homes and family carers, with many reporting positive
experiences by receiving regular newsletters, at least at the begin-
ning of the pandemic. Whilst many family carers would have wanted
more regular communication and updates about their relatives, many
trusted care home staff in informing them if anything important was
happening. Others also noted that they were repeatedly told similar
information about their relative, making carers suspicious of the in-
formation provided by care home staff.

With constantly changing regulations, many family carers experi-
enced sudden changes in visiting rights without having had sufficient
information about these in advance, which caused distress to carers.

Family carers also missed being able to talk to care home staff
about their relatives, as could normally be done pre-pandemic. This
would have provided them with more information about their rela-
tive, especially when remote technology was not working for resi-
dents and caused difficulties.

3.4.3 | Remote technology not effective
for residents

Care homes tried to enable communication between residents and
family carers via remote technology, including Skype and FaceTime.
This seemed to be more for the benefit of family carers though, as
residents often appeared to be unable to comprehend remote tech-
nology and seeing their relatives through a screen, amplified by the

cognitive difficulties those people with dementia experience. Most
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TABLE 1 Demographic characteristics of family carers and care home staff

Total sample
Family carers (n = 26) Care home staff (n = 16) (n=42)
N (%)
Gender
Female 18 (69.2%) 13 (81.3%) 31(73.8%)
Male 8(30.8%) 3(18.8%) 11 (26.3%)
Ethnicity
White British 22 (84.6%) 13 (81.3%) 35 (56.5%)
White Other 2 (7.7%) 1(6.3%) 3 (4.8%)
BAME 2 (7.7%) 1(6.3%) 3 (4.8%)
Prefer not to say 1(6.3%) 1(1.6%)
Relationship with PLWD
Spouse 9 (34.6%)
Partner 1(3.8%)
Adult child 16 (61.5)
Dementia subtype
Alzheimer's disease 8 (30.8%)
Mixed dementia 2(7.7%)
Vascular dementia 4 (15.4%)
Lewy Body dementia 6(23.1%)
Other 2(7.7%)
Unknown 4 (15.4%)
IMD quintile?
1 (least disadvantaged) 11 (42.3%) 3(23.1%) 14 (43.8%)
2 4 (14.5%) 3(23.1%) 2(21.9%)
3 0 3(23.1%) 3(9.4%)
4 3(11.5%) 1(7.7%) 4(12.5%)
5 (most disadvantaged) 1(3.8%) 3(23.1%) 4(12.5%)
Job role
Activity coordinator 1(6.3%)
Care home liaison 1(6.3%)
Care quality 1(6.3%)
Care assistant 4 (25.0%)
Senior care assistant 2(12.5)
Night care assistant 1(6.3%)
Housekeeper 1(6.3%)
Matron 1(6.3%)
Manager 4 (25.0%)
M (SD), [range]
Ageb 62.3 (+9.5) [42-89] 41.8 (+16.6) [18-62] 54.8 (+15.9)
[18-89]
Years of education 17.9 (+2.9) [11-23] 15.7 (+2.7) [11-20] 17.1 (+3.0)
[11-23]
Care home capacity 41.5 (+17.4) [18-76] 42.2 (+15.8) [12-64] 41.7 (+16.6)
[12-76]
Years working in a care home 9.3 (+10.6) [1-35]
Years since dementia diagnosis 6.7 (£3.6) [2-16]
Years (PLWD) residing in a care home 2.7 (+2.1) [1-10]

Abbreviation: BAME, black and minority ethnic; IMD, index of multiple deprivation; PLWD, people living with dementia.
?n = 4 missing data (IMD not generated from provided postcodes).

®n = 1 care home staff = prefer not to say.
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older adults were unfamiliar with remote technology in the first
place and were only introduced to it through the pandemic, and with
severe cognitive deficits for many, they were unable to process this
form of communication.

One care home staff member acclaimed remote communication
without noting any comprehension difficulties from care home resi-
dents. However, this was unlike other participants’ experiences and
highlights either a rare exception or unwillingness to share negative

experiences about care delivery.

3.5 | Theme 4: Visiting rights changes based on
residents’ needs

Most visits, if they occurred, took place via window visits, garden
visits, or via purposefully-built pods. However, face-to-face visiting
overall was significantly reduced/ non-existent in many cases com-
pared to before the pandemic. This included that family carers were
not allowed to enter the care home. One care home, however, al-
lowed family carers to continue to enter the care home by wearing
full PPE and was directed by staff to the resident's room where they
were allowed to remain for the duration of the visit.

This differed for residents considered to be at the end of life,
where family carers were allowed to spend more time with rela-
tives in the care home. In some instances, care home staff in some
ways allowed physical contact and holding hands at the end of
life, as staff was not watching over the end of life visits and felt
inhumane disallowing a family member to hold their dying rela-
tive's hand.

Between August and September 2020, lockdown restrictions
continued to ease in the UK, meaning care home staff could make
adaptations to visiting rights. However, when presented with this
opportunity, it seemed some staff remained more concerned with in-
fection control measures to keep COVID out of the homes, and so
visiting changes were not observed by many of the family carers at this
time. Where care homes did alter visiting abilities to meet these new
changes in policy, it was found that adapted visitation was not possible
for all residents due to their variable needs, and so some staffs were
worried that they would be inundated with requests for visitation from
all residents’ families if they made adaptions for a small number of
residents. The multiple factors that had to be considered by individual
homes when deciding how and when to safely adapt visits for families
presented moral dilemmas for the care staff.

With some families being allowed to see their relative in the care
homes, others were left out and were complaining about the dif-
ferent allowances made, whilst they were told specifically that they

were not allowed to visit their relative.

3.6 | Theme 5: Deterioration in residents

Care home staff and family carers noted deteriorations in residents,

both in physical and mental well-being. With most family carers

rarely seeing their relative either face-to-face or remotely, they
often noted severe deteriorations when they eventually saw their
relative.

Care home staff further reported that some residents were upset
about not being able to see their family, which is why they were
often allowed to see their family members as outlined in Theme 4.
This was noted in behavioural disturbances in residents and a loss of
appetite, leading to physical deteriorations. Carers noted that these
changes may be due to dementia and may have occurred regard-
less of COVID-19 public restrictions, however they were considered

more difficult to manage due to the restrictions.

4 | DISCUSSION

As the first study to have explored the impact of COVID-19 on care
provision in institutional long-term care settings, this study high-
lights the moral dilemma of providing care during the pandemic and
its impact on family members by showing a trade-off between man-
aging infection risk versus adequate care for residents.

Care home staff faced substantial difficulties in adapting their
care to newly imposed public health measures to keep residents, and
themselves, safe, with communication on various levels in most in-
stances not being effective. This included communication from the
government to care homes about clear, timely, guidance, as well as
communication between care home staff and residents with family
members. The virus has caused an unprecedented situation world-
wide, and staff felt mostly unclear on how to deal with the virus in
the first instance, with some care homes having closed down before
the national lockdown. Whilst the Netherlands, for example, was
the first country to provide clear care home visiting guidance in May
2020 (Verbeek et al., 2020), care homes in the UK still provided their
own systems of visiting, if any at all, with no central guidance from
the government until later in 2020.

This lack of communication to care homes contributed to a moral
dilemma of how care was provided in many instances, with some staff
adhering to very strict guidelines of not allowing any family mem-
bers to visit, even via windows or outside in the garden, whilst others
took account of the mental health of residents and adapted access
to family members accordingly. This was also influenced by End of
Life Care situations, where family members received greater visit-
ing rights. To date, it appears that no research has yet captured the
decisions that care home staff is facing in how to adapt the care for
residents during the pandemic. Considering the high infection rates
in care homes and death toll of the virus if restrictions are not ad-
hered to (Burton et al., 2020), limiting forms of social contact are an
important part of stemming the spread/ risk of the virus. However, as
population-based evidence is emerging on the detrimental impact of
lack of social contact and isolation during the pandemic on people's
mental health (Fancourt et al., 2020; Giebel et al., 2020; White & van
der Boor, 2020), these consequences need to be equally considered
within the care home sector. Specifically, PLWD are found to deterio-

rate faster during home confinement and lockdowns in the community
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TABLE 2 Quotesiillustrating each theme

Theme

Theme 1: Care
home
reputation
and financial
implications

Theme 2: Lack of
care

Theme 3:
Communication
or lack thereof

Quotes

“we have had some people move in but gradually we are going, at the worst we had ten empty beds which probably for a 62-bed home doesn't sound much
but you're talking about a lot of money every month and if we were private, we might have decided to cut our losses and close or sell up as a number of
homes around here have.” CS6, male care home manager

“there should be more money put into this industry, more funding put into the industry (people) think care workers is just there to wipe the bum, it's all about
documentation, it's all about people who work, it's a lot about providing personal centred care ... if people are living longer then long-term care is needed,
50 more money more funding” C512

“it's common knowledge that all nursing homes are run by a group of owners and directors and at the end of the day they've got to make money and with
COVID it's, it's common sense that they need to protect their assets and the residents are their main assets, if residents die from COVID it's very quickly
onthegrapevine..." FC26,son

“they're more worried about money and getting COVID and people dying from COVID and then losing the money than they are actually trying to promote
the wellbeing of the residents, that's my feeling about it.” FC14, daughter

“l understand the COVID and | understand the difficulties of interpreting the guidance but his dementia needs I think are greater than the risks over COVID
because he doesn't understand COVID and he doesn't understand most of what's going on and all he knows, well | don't know whether he does know
but he's been prevented from his family. He hasn't got access to his family anymore and he's a deeply, deeply entrenched family man.” FC8, daughter

“I suppose [there] is more pressure on the staff and | think that's detrimental to my wife's care.” FC5, male spouse

“Iwas told was in an end of life situation which obviously if these antibiotics don't work it might turn into that. They obviously allow you to go in then but again
you're in full PPE and you've got to keep 2 m away, so | mean this sounds awful but | said well that would be like me going and watching my mother dying
... Ilwouldn't be comforting her Id just be sat watching” FC10, daughter

Communication from the government

“the difficulty for us is we get guidance and the guidance; the guidance is written in such a way that it's guidance. It isn't these are the rules. So, we have to
follow that guidance because if you don't follow that guidance potentially you could end up in a lot of trouble with commissioners and CQC. It's just the
language ...” CS6, male care home manager

“when we went into lockdown end of March, beginning of April. The guidelines changed so much to the point that it was like everyday new guidelines,
sometimes twice a day it would change .... it changed to masks and then it changed to no masks, then it was mask and visors ...” CS13, female care
assistant

“When you have an announcement on, when we did have the 5 o'clock sessions on BBC every day, all through the original pandemic and something would
be said. Relatives would assume that that was an immediate action around that. But what you would find is for instance, when that announcement was
made last week, we are still waiting for guidance.” CS6, male care home manager

Communication between care homes and families

“they started doing through the COVID weekly newsletters which are very nice and a little bit of news and pictures and painting flowers and stuff like that [...]
but to get that personal information that's my bug bear. So | phone up every day and | know I'm a bloody nuisance.” FC8, daughter

“it took since the pandemic started, it took 6, 7 weeks for care home to know they were always telling us one story after another story, which the information
wasn't accurate” FC13, son

“I think there should be a newsletter that comes out every couple of weeks or just a sentence or two, this has happened or this is what we're doing. There's
nothing like that you go on the website, it's a bit old.” FC23, daughter

“we were in the gazebo and then they said no we've got to close it again because we have a case, but she didn't go into specifics.” FC17, daughter

“it would have been nice maybe to have a Skype with a key worker, once a week or even once a fortnight to kind of say this is how your dad's been, this is
what we've done, this is how his care plan's changed but we there was nothing like that really and | think there's something like that that, my dad maybe
couldn't have taken part in it to say, or maybe he could.” FC11, daughter

“Communication's been, | would say non-existent. | felt that they could have kept you more informed, even if it was just twice weekly as to what was
occurring, now they (care home) do have a zoom meeting once a month but I'm not particularly into zoom meetings and things like that and | imagine
there's a lot of people who visit, well | know there's a lot of people who visit who are in their eighties and it's their husband or wife and they haven't got the
technical ability to deal with these types of things” FC26, son

“they [care home] haven't said much because | think they are a bit concerned about opening it up completely again erm they said that they are hoping that
once people are vaccinated and everybody's vaccinated in the home that's when maybe they can look at letting us have allittle bit more freedom of
walking around the home” FC7, daughter

“...we always had a relative's meetings every month, we still have those on zoom, we have one family member who would contact me every day trying to
come in which was really sad. ... they're all quite happy at the moment because they're coming in, but they do want to come in more often but I've just
said no because you know it's the footfall I've got 59 residents ... every person has somebody in that's 59 people ... so it's really just trying to get them to
understand that.” CS2, female care home manager

Remote technology not effective for residents

“we tried FaceTime but again she's just not getting it so you know it's sort of again lovely to see her and like a carer would be like here's your Jo here's your Jo
but she's looking at a screen but she's not seeing she's not seeing anything she's not seeing isn't seeing a person.” FC10, daughter

“on FaceTime some people don't even recognise their families because they don't recognise the technology, they'll think they're looking at a photograph” CS8,
female activity coordinator

“after a few months or something they were looking into getting like a WhatsApp they were trying to get a tablet and that so we could do WhatsApp or Zoom
calls or whatever she could see. The only thing is with my mum, we did try a couple of those but she just, she didn't register that the phone was there.”
FC3, daughter

“Socially, as I've just said, they've taken really well to technology and ways of communicating with loved ones which is going fantastic.” CS5, female care home
manager

(Continues)
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(Continued)

TABLE 2

Theme

Theme 4: Visiting
rights changes
based on
residents’ needs

Theme 5:
Deterioration in
residents

GIEBEL ET AL.

Quotes

“they've now set up a system where my mum will be put in front of the French doors at the back of the day room and they've got a pod on the outside so my
mum will be in the wall but | will be sat in the pod with a plastic screen, which isn't ideal but you know at least I'll get to see her.” FC26, son

“you take somebody's temperature, you ensure that they're in full PPE, they're escorted to the bedroom where they'd make no contact with anybody else
whatsoever and the room to which they're in with that individual is safe to either be kept at a distance or obviously wearing the PPE they're able to
comfort their loved one but obviously we ensure that safeguarding in place, they do not come outside of that room. They do not have interaction, they
only have interaction with one member of staff who is a named member of staff.” CS5, female care home manager

“so initially we had essential visitors for somebody who was end of life care and then we kind of allowed people to come in as essential visitors for people who
were just unwell generally sort of for their mental health. It was very very limited, but if we felt that somebody would benefit from seeing their relative or
the other way round we enable those visits.” CS2, female care home manager

“I cannot praise the staff highly enough. Essentially what they said to me was look why don't you basically move in and from that point | spent about 22,
23 hr a day at the home just returning home for a shower and a change of clothes once a day ... they fed me, they made sure | was comfortable, | had
areclining chair next to [PLWD]'s bed they even said look get into bed with her if you want .... it was fantastic I'm sure it broke some rule” FC16, male
partner

“Also, residents’ rights as well has been affected, so it's how are we going to maintain and ensure that their rights are being respected, even though there's
restrictions in place, not only is that, obviously quite an emotional subject for everybody, but it's also a huge paperwork exercise. We need to make sure
that we are in the four corners of the Human Rights Act as well.” CS5, female care home manager

“The guidance does allow us for somebody's welfare to have a visit, i.e. their mental health was deteriorating rapidly, they were at end of life or there was
a safeguarding issue. Ok where somebody was maybe neglected, refusing to eat. So, we've now got an allowance to use the pod again, but we're not
opening the doors on that one because I think if you're not strict on it then we'd have 60 sets of relatives wanting to come in straight away and we
couldn't manage it we would actually be causing arisk to the general community I think.” CS6, male care home manager

“one example | would refer to is the manager, the acting services team manager when she says that video consultations at this present stage is the right
strategy to undertake for family members to keep in contact with their relative. But surely when | was driving through with my brother there were
patients, there were other family members who were visiting their relatives. So, some members in the care home were given access to their relatives,
whereas our family we were not given access so | don't know why that would be, is it due to health grounds.” FC13, son

“I'm just hoping that they're not going to rush it [allowing visits] and they're going to take it area by area by area and look at it that way erm yeah ‘cause we
haven't got a lot of residents anymore unfortunately so we are going to have to start bringing more in and that increases the risk and then if their relatives
come and everybodly else's are coming inside” CS1, female housekeeper

“I'm just thinking about this one ladly, she stopped eating when her husband didn't come every day and then was only eating when our male nurses, when our
male carers were on.” CS1, female housekeeper

“there probably will actually be more deaths because even the people who have recovered they've lost so much weight from not eating and the COVID that
they've gone so so frail now.” CS8, female activity coordinator

“her family which she's not getting so | would imagine well | think there's a decline in her mental capacity which might | mean | don't know it might have
happened anyway as a natural progression but you know | don't know because I'm still not seeing her so I don't know really.” FC10, daughter

“[Skype] enabled me to look at her and go in fact she had a delirium. This is not her dementia this is not her normal and | can say that to you because we've
been talking to her on Skype practically every day actually since lockdown so we know what she was like yesterday and what she was like the day before
so that's an example of having to navigate and negotiate incredibly difficult visiting restrictions about how can we work out what the best thing is to do

for her at this time.” FC25, daughter

Abbreviation: PLWD, people living with dementia; PPE personal protective equipment.

(Borges-Machado et al., 2020; Giebel et al., 2020), which is reflected in
care home residents with dementia, as our study indicates. Therefore,
it is vital that family members are allowed to see their relatives face-
to-face on a regular basis, whilst adhering to public health measures
to prevent virus transmission. An alternative, which has been tested
recently in parts of the UK, was completing multiple lateral flow tests
that take a short time to confirm whether someone has contracted
COVID-19. However, these tests were found to miss nearly half of
affected COVID-19 cases (Wise, 2020), therefore adhering to full PPE
and social distancing measures may be more feasible until the vaccina-
tion of all care home residents and staff.

Some staff adapted visiting rules for residents where they
noticed a negative impact on the resident's mental health, al-
lowing family members to visit, or visit more frequently. This
is in contrast to the strict adherence to rules by many staff,
who put the physical health from suffering COVID-19 above

the wider mental health of residents, without making care

decisions on an individual basis. Besides the desire to reduce
the chances of infection in the care home, it appears that staff
may also be wary of the national care home ratings if they were
to have COVID-19 cases and subsequent future income from
new residents. Besides this financial and reputational angle,
the low levels of general training which UK care workers mostly
receive and limited evidence-based personal care practice may
also be to blame (Fossey et al., 2014). This pandemic has caused
enormous pressures and sudden changes to the care home
sector, and many staff may have been ill-equipped in han-
dling these and making well-considered care decisions with-
out having had sufficient training in the first place and with a
lack of clear guidance, leading to burnout (Padros et al., 2021).
Support for this argument comes from the Netherlands, a
country often lauded for its advanced care and social care sec-
tor. The Netherlands was the first country to implement clear

care home visiting guidance (Verbeek et al., 2020), but its care
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workforce in general is more highly trained than care workers
in the UK, providing them a potential advantage in facing a care
crisis and adapting care swiftly to the benefit, and not a sole
detriment, of residents. Our findings illustrate the practical and
moral balancing of different priorities and risks. Apart from the
fear of damaging publicity from outbreaks, there is also evi-
dence of setting the rules for reducing risks of outbreaks and
transmission of COVID-19 with lack of hard research evidence
to guide protocols thus tending to err on caution; against psy-
chosocial and thus physical well-being of residents and emo-
tional needs of relatives.

To overcome the issue of reduced social engagement with
family members, care homes implemented remote communica-
tion between residents and family members, although often with
limited success. In some instances, the staff was very supportive
however and enabled daily skype calls. As noted in recent evi-
dence emerging from the pandemic, remote technology is difficult
to utilise for older adults and particularly those living with demen-
tia (Hill et al., 2015). Findings from this study therefore further
corroborate the limited previous evidence base, by providing first
insights into the care home sector. Remote technology commu-
nication, such as FaceTime, appeared to be of greater benefit to
family members, as residents mostly failed to comprehend that
they were seeing their family members on the screen, with some
using it as a mirror instead, looking at themselves. Interestingly,
some care home staff perceived that residents had dealt with re-
mote communication well, whilst all family carers stated the op-
posite. This again may indicate that some care home staff may
have not disclosed the full picture of the impact of the pandemic
on its residents, for fear of their home's reputation. Further ev-
idence is therefore required to highlight the efficacy of remote
communication and informed assessment of needs and suitability
of different modes for different residents reflecting their cogni-

tion and emotional states.

4.1 | Limitations

Whilst benefitting from a large qualitative sample with varied
and rich data, from multiple different perspectives, this study is
subject to some limitations. The recruitment strategy of conveni-
ence sampling via support service organisations and social media
amongst others may have led to a self-selecting bias with many
family carers with negative experiences wanting to share their
stories. However, some carers also reported some less negative
stories. The highly topical nature of the study led to us having
to decline over 30 family carers from taking part due to over-
recruitment within a short space of time. Recruitment for care
home staff on the other hand was more difficult, which is likely
to be due to the large workloads of staff during the pandemic and
thus restraints for time. Nevertheless, we were able to interview

16 care home staff members with different experiences. Amongst
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the sample and its representativeness, one further limitation was
limited ethnic diversity. Whilst precise statistics on the ethnic
make-up of the care home population are missing (ONS, 2014),
research into dementia care in ethnic minority groups indi-
cates that many are cared for by their families, also for fear of
stigma, and thus less likely to enter a care home (Baghirathan
et al., 2018; Giebel et al., 2015). Information on the adult social
care workforce is limited also, with recent data highlighting only
that 7% were EU nationals, and 9% non-EU nationals, yet no de-
tail on their ethnic background (Skills for Care, 2020). Therefore,
it is perhaps not surprising to see little ethnic diversity in our
study, although future research should specifically address this

limitation.

5 | CONCLUSIONS

The pandemic has resulted in significant changes in care delivery
across care homes, with staff trying to balance effective infection
control and ensuring the mental, emotional, and physical well-being
of residents. With vaccines slowly being rolled out in some coun-
tries, the pandemic will still stay around for some time, during which
it is important for clear guidance to be communicated to care home
staff and family members, ensuring the right level of care and levels
of social contact are adhered to and enabled. Understanding institu-
tional and individual responses to these situations and subsequent
choices and decisions will inform future balance-setting between

different risks and solutions.
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