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Introduction

Tatsuhiko Kubo,?

Masahiro Akishita® © and Shinya Ishii'

Aim: The present study aimed to investigate the impact of the coronavirus disease 2019
(COVID-19) pandemic on facility- and home-dwelling people with dementia (PWD).

Methods: This observational study included two anonymous online survey questionnaires
to explore the impact of the first wave of the COVID-19 pandemic in Japan and the long-term
impact during the 2 years from the onset of the pandemic. The participants were medical and
long-term care facilities representatives for older people (945 facilities in the first survey,
686 in the second), and care managers (751 in the first survey, 241 in the second). A x2-test
was carried out between the two surveys.

Results: For facility-dwelling PWD, activities that stimulate cognitive and physical function-
ing increased significantly compared with the first wave of the pandemic (P < 0.05). Also, a
decline in cognitive and walking functions and falls increased in the second survey compared
with the first (P < 0.01). For home-dwelling PWD, the broader impact of the pandemic on
support for activities of daily living, social interaction and provision of medical care did not
mitigate. The high prevalence of cognitive and physical functional decline in the first survey
was similar in the second.

Conclusions: The prolonged COVID-19 pandemic produced changes in the lives of home-
and facility-dwelling PWD, with widespread negative consequences for them. Our findings
are useful to consider preventive supports to mitigate or avoid functional decline and symp-
tom exacerbation in PWD due to changes in their living environment and the care they
receive in the COVID-19 era. Geriatr Gerontol Int 2022; 22: 832-838.

Keywords: community, COVID-19, dementia, long-term care.

enable the facility staff to understand the residents better and
implement individualized dementia care.® However, during the
COVID-19 pandemic, communication difficulties between family

The coronavirus disease 2019 (COVID-19) pandemic has severely
affected the delivery of face-to-face dementia care in facilities and
at home. For home-dwelling people with dementia (PWD), social
isolation, reduced informal community activities and restrictions
on access to paid service have led to a lack of cognitive and physi-
cal stimulation in their daily lives, resulting in a decline in cogni-
tive and physical functions, and worsening of behavioral and
psychological symptoms of dementia (BPSD)."™ For facility-
dwelling PWD, emotional changes, such as loneliness and anger,
occur due to restrictions on family visits.’ Also, families provide
necessary information on the values and lifestyle of PWD to
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members and facility staff create a gap between desired care and
actual care of PWD, leading to deterioration of cognitive and
physical functions of the residents.”

In Japan, older people aged 265 years who require daily long-
term care account for 18.3% of the total older population.®
Approximately 55.0% of this population is reported to have
dementia.” In addition, a survey report on 35700 people with
early-onset dementia showed that 70% of the respondents were
certified as people who require care under the long-term care
insurance system.'® Since the spring of 2020, the Japanese
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Long-term impact of COVID-19 on PWD

government has repeatedly announced a policy of mild lockdown
and “stay home” directives to prevent the spread of COVID-19,
and long-term care facilities have implemented these intermittent
visitation restrictions.!” Thus, social interaction activities in the
community have been reduced, and public long-term care insur-
ance services, especially short-stay and day-care services, have
been temporarily reduced or suspended.'? With the prolongation
of the COVID-19 pandemic, the changes in lifestyle and the unfa-
vorable impact of the pandemic on the health statuses of PWD,
associated with the aforementioned public health and individual
infection control measures, need to be carefully evaluated. Unfor-
tunately, the end of the COVID-19 pandemic is not yet in sight.
Understanding how PWD have been affected for the approxi-
mately 2-year duration of the pandemic provides a valuable basis
for implementing effective infection prevention while minimizing
unfavorable impacts in the future. Therefore, the present study
aimed to assess the impact of the approximately 2-year COVID-
19 pandemic on PWD. The key research questions were:

1. How were the lives of facility- and home-dwelling PWD
affected?

2. How were the physical and psychosocial conditions of
facility- and home-dwelling PWD affected?

Methods

Study design

This was a repeated cross-sectional study carried out by adminis-
tering an online survey on the short-term impact of the spread of
COVID-19 (the first survey: June to July 2020) and the long-term
(approximately 2 years) impact of the pandemic (the second sur-
vey: October to December 2021) in Japan. The present study is a
collaborative qualitative study involving Hiroshima University and
the Japan Geriatrics Society.

Participants and recruitment

For the survey of facility-dwelling PWD, the participants were rep-
resentatives of medical and long-term care facilities for older peo-
ple throughout Japan registered with the following organizations:
Japan Association of Medical and Care Facilities, Japan Psychiatric
Hospitals Association, Japan Association of Geriatric Health Ser-
vices Facilities, Japanese Council of Senior Citizens Welfare Ser-
vice, Japan Group-Home Association for People with Dementia
and Japanese Council of Daily Life Long-Term Care Service Facil-
ities. Medical facilities included hospitals that specialize in the
treatment and recuperation of PWD, mental illness and chronic
diseases that require long-term care. Long-term care facilities
included care homes, group homes for PWD and other facilities
that support those who need daily long-term care.

For the survey of home-dwelling PWD, the participants were
care managers registered with the Japan Care Manager Association
who planned and coordinated public long-term care insurance
services of PWD.

The participants were provided with an online document
requesting them to take part in the study and a URL link to the
survey questionnaire through their organization. Representatives
of the medical and long-term care facilities were allowed to
respond only once per facility. Google Forms (Googleplex, Moun-
tain View, CA, USA) was used for the survey.
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Data collection and analysis

In the present study, we carried out an online anonymized and
self-administered questionnaire, because we aimed to obtain
large-scale data in a timely manner without running the risk of
spreading infection or placing burden on targeted facilities. We
also considered that this survey method would enable the respon-
dents to answer openly difficulties in care provision and service
accessibility issues for care users. The questionnaire consisted of
questions regarding the attributes of the participants and the
impact of the COVID-19 pandemic on the lives of PWD and their
families, including their physical and psychosocial conditions
(Supplnfo 1 Text).

A descriptive statistic was carried out and a y-test was per-
formed between the data from the first survey and the data from
the second survey. The severity of dementia was classified based
on the “Criteria for determination of the daily life independence
level of the elderly with dementia” defined by the Ministry of
Health, Labor and Welfare in Japan. There are six levels in the
original criteria: independence, grades I-IV, and M. In the present
study, severe dementia was defined as the original grade III level or
higher (symptoms, behavior or difficulty in communication that
interfere with the person’s daily life are observed frequently and
require care). Mild-to-moderate dementia was defined as
grade [-IL

The spss software (version 27.0; manufactured by IBM,
Armonk, NY, USA) was used for analysis, and the significance
level was set at 5%.

Ethical considerations

The participants were provided with a web-based explanation of
the purpose, content and privacy of the study. The participants
responded to the questionnaire anonymously and were deemed to
have provided consent to participate in the study on submission
of the online survey form. Therefore, approval from an ethics
committee was not necessary. The present study was carried out
by Hiroshima University in collaboration with the COVID-19
response team of the Japan Geriatrics Society and it conforms to
the provisions of the Declaration of Helsinki.

Results

In the first and second surveys, 945 and 686 representatives of
medical and long-term care facilities and 751 and 241 care man-
agers, respectively, responded. All responses were analyzed
(Supplnfo 2 Table). The first survey was carried out immediately
after the initial wave and did not set up a question about cluster
infections; however, 16 facilities responded in the second survey
that they had experienced it.

Impact of the COVID-19 pandemic on the lives of PWD

Figure 1 shows the impact on the lives of facility-dwelling PWD.
The percentage of respondents who indicated that they
implemented measures to prevent infection, such as limiting out-
ings and interactions with non-family members, and changing the
use of common spaces, was significantly higher in the second sur-
vey than in the first survey (P < 0.001). However, the percentage
of respondents in the second survey who indicated that they were
shortening or discontinuing group rehabilitation, individual reha-
bilitation and recreational activities, which are necessary for
maintaining the functions and interactions of the residents,
decreased by approximately 10-20% compared with the first
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Restrictions on going out
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Restriction of visits with family and friends

Discontinuation of volunteer visits

Discontinuation of seasonal events

H 72.6%

:| P=0.358
70.3%

Shortening or discontinuation of group
rehabilitation

Shortening or discontinuation of individual
rehabilitation

Shortening or discontinuation of recreational
activities

Discontinuation of dental or beauty visits

Changes in times or locations of meals and
baths

Restrictions on or changes in the use of
common spaces

e 18.6%

“ 12.7%

§ 14.6%

Bl 35.6% :|P 0.002
] 28.1%

:| P=0.001

B 394% 7 p=0.025

B 66.6% :|P< 0.001

:|P=0.l78
17.1%

:| P <0.001
47.7%

0.0%

8 First survey (n=945)

Unable to receive meals prepared by a helper
or use a meal delivery service

Decreased bathing or wiping

Less time for physical exercise

Less time to interact with other people

Disruption of life rhythm

Unable to throw out the garbage

Unable to take medication properly due to lack
of assistance or management

Medical treatment was not available (insulin
injection, intravenous drip, etc.)

Medical care was not available (sputum
suction, tube feeding, etc.)

Cancellation of a scheduled short stay

No impact i
0 impac ‘

0.0%

8 First survey (n =591)

survey (P < 0.05). Restriction of visits with family and friends con-

tinued at a high rate in the second survey.

Regarding the impact on the lives of home-dwelling PWD
(Fig. 2), we asked those who responded that the use of public
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20.0%

B Second survey (n =686)

Figure 1 The impact of the
coronavirus disease 2019
pandemic on facility-dwelling
people with dementia.

40.0%  60.0%  80.0% 100.0%
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1.4% :lP 0.434
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1%
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0.7%

o :| P =0.059
. 0

1.2%

:| P =0.100
0.7%

| 28.9%
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0%
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Figure 2 The impact of the
coronavirus disease 2019
pandemic on home-dwelling
people with dementia.

20.0% 40.0% 60.0% 80.0% 100.0%

OSecond survey (n=151)

long-term care insurance services for PWD had been affected
(591 [78.7%] in the first survey; 151 [62.7%] in the second survey)
about the impact of these changes on the lives of PWD. The per-
centage of respondents in the second survey who answered that
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the time spent on physical exercise and interaction with other
people had decreased was slightly increased compared with the
first survey (P = 0.111, 0.021, respectively). We observed that the
number of respondents in the second survey who said PWD were
unable to receive support for activities of daily living (ADL), such
as eating, bathing and wiping, had a slight increasing trend com-
pared with the first survey. The percentage of PWD who required
medical treatment or care, but were unable to receive it in the first
survey, was not changed in the second survey.

Impact of the pandemic on the conditions of PWD and their
families

Figures 3 and 4 show the changes in the conditions of PWD. In
the first survey, 361 facilities (38.5%) and 286 care managers
(38.1%), and in the second survey, 361 facilities (52.6%) and
137 care managers (56.8%) responded that the pandemic had an
unfavorable impact on PWD.

Regarding facility-dwelling PWD, reports of decline in
ADL/instrumental ADL, cognitive function, interest and motiva-
tion, physical activity, and walking function/falls in the second
survey increased significantly compared with the first sur-
vey (P < 0.05).

Regarding home-dwelling PWD, the high prevalence of cogni-
tive and physical functional decline in the first survey was similar
in the second, whereas appearance or worsening of BPSD, appe-
tite and physical activity showed a decreasing trend in the second

survey compared with the first. Regarding the severity of dementia,
a decline in basic ADL decreased in people with severe dementia
(57.4% in the first survey, 51.3% in the second), whereas it
increased in those with mild-to-moderate dementia (43.7% in the
first survey, 50.4% in the second), although these differences were
not statistically significant.

Figure S shows the impact on the families of home-dwelling
PWD. A total of 429 (57.1%) respondents in the first survey and
116 (48.1%) in the second survey reported that family members
took care of PWD temporarily due to the reduction or interrup-
tion of public long-term care insurance services. In both surveys,
respondents indicated that almost half of family members took a
leave of absence from work owing to the burden of care, and the
percentage of them in the second survey increased compared with
the first survey (40.1% in the first survey and 50.9% in the sec-
ond, P = 0.037). In the second survey, the number of more
respondents indicated that family members changed their jobs,
had health problems due to the burden of care and experienced
further financial problems increased slightly.

Discussion

We investigated the impact of the COVID-19 pandemic on PWD.
The main finding of this study was that there is a difference
between the impact of the pandemic on the lives of PWD living in
facilities and those living at home. For facility-dwelling PWD,

P <0.001

44.5%
P <0.001

Decline in basic ADL
-1 38.2%

Decline in instrumental ADL . 16.3%
ot BT T 25.5%

Decline in cognitive function

“]P<0.001
74.1%

P <0.001
5% :l

N 60.8% :| P =0.060
53.7%

Worsening of BPSD £
° :| P =0.294

42.1%

7 P=0405

Worsening of physical diseases

:| P =0.030
Decline in interest and motivation 57.5%
R o A P P PPN e 58.4% :lP <0.001
§ 19.6%
P =0.833
Loss of appetite 19.0% :l
:| P =0.683
P <0.001
Decreased physical activity 60.9%

=1 6079 JP=0.016

4740, JP <0001
B (g

Decline in walking function and falls -
................................. ST 4s0g | P<0.001

Figure 3 Changes in the
conditions of facility-dwelling
people with dementia during the
coronavirus disease 2019
pandemic. ADL, activities of
daily living; BPSD, behavioral
and psychological symptoms of
dementia.

0.0% 20.0% 40.0% 60.0% 80.0%

& First survey; severe dementia ( n = 347 )

& Second survey; severe dementia ( n = 348 )

& First survey; mild to moderate dementia (n =361 )

B Second survey; mild to moderate dementia ( n = 361 )
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d 57.4% ]P:0.269

Decline in basic ADL :| P=0.198
] 50.4 b
Decline in instrumental ADL . 29.4% :I P=0672
[t bl niin 31.4%

Decline in cognitive function

Worsening of BPSD 33 6%

Worsening of physical diseases

o 41.4% :lP 0.150

:IP 0.011

]P 0.379
Decline in interest and motivation 47.9%
: G 74 52.1% :|P 0.300
F T T 46.7%

#H 21.8%
17.8% :|P=(),155
L] 12.4%

Loss of appetite

Decreased physical activity

24.3% :| P =0.603

B 649% :|P 0.325

Decline in walking function and falls

0.0% 20.0%

40.0%

a First survey; severe dementia (n =251)

B Second survey; severe dementia (n=119)

First survey; mild to moderate dementia ( n =286 )
OSecond survey; mild to moderate dementia (n = 137 )

activities that stimulate cognitive and physical functioning
increased after approximately 2 years compared with the period of
the first wave of the pandemic, whereas the broader impact of the
pandemic on the lives of home-dwelling PWD showed no trend
toward alleviation. This difference might be related to the fact that,
in care facilities, formal caregivers are more likely to take the ini-
tiative in separating living spaces and encouraging activities based
on social distancing and infection control measures. Facilities also
have easier access to state and private information resources on
exercise and cognitive training to mitigate the negative effects of
the pandemic on PWD.'31*

In contrast, family caregivers of home-dwelling PWD might be
conflicted regarding the advantages of using long-term care insur-
ance services and social interaction, such as maintaining the func-
tions of PWD and reducing the burden of care, and the
disadvantages of the risk of infection during the COVID-19 pan-
demic.'® During the difficult decision-making process of consider-
ing the use of long-term care insurance services by families of
PWD, detailed explanations of infection control measures by
healthcare providers and discussions about care priority have been
shown to reduce caregiver conflicts and lead to cooperative,
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60.0%

P=0.948
]
:l P=0.454

Figure 4 Changes in the
conditions of home-dwelling
people with dementia
coronavirus disease 2019
pandemic. ADL, activities of
daily living; BPSD, behavioral
and psychological symptoms of
dementia.

80.0%

person-centered dementia care.'® These results suggest the neces-
sity of these practices among PWD, family caregivers and
healthcare providers as appropriate during repeated infection epi-
demics. Furthermore, in the present study, most facilities have
implemented safety measures, such as restricting the residents
from leaving the facilities and interacting with outsiders, including
families, to protect their lives and reduce the risk of infection.

As shown in many previous reports, the communication-aid
tools, such as telephone, e-mail or videoconferencing, are use-
ful for communication between PWD and their families to pro-
mote their mental health,>'” and for evaluating care and
discussing care priorities and plans between facility staff and
families.® It is expected that these communication tools will be
actively used according to the preferences and cognitive func-
tions of PWD.

Regarding the impact of the COVID-19 pandemic on the con-
ditions of PWD and their families, the present study results
showed that facility- and home-dwelling PWD were extensively
affected, and that the prevalence of cognitive functional decline
was high. In the present study, few facilities reported that they had
experienced COVID-19 cluster infections. Therefore, the results
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Absent from work

Changed jobs

Poor physical condition due to
burden of care

Depressive tendency due to
burden of care

Increased financial burden

Figure 5 The impact of the No impact
coronavirus disease 2019
pandemic on the families of 0.0%

home-dwelling people with
dementia.

for facility-dwelling PWD were not caused by cluster infections,
but by long-term infection control measures.

The decreased cognitive function, physical activity, social inter-
action, and interest and motivation might have affected the physi-
cal and psychosocial conditions of PWD and their families,
causing a vicious cycle. Furthermore, it should be noted that the
percentage of home-dwelling PWD with mild-to-moderate
dementia who showed a decline in ADL increased from the first
to the second survey. The decline in their cognitive function due
to long-term infection control measures leads to a decline in
ADL, which might prevent them from maintaining their own life-
styles, leading to further deterioration in cognitive and physical
functions, and the appearance and worsening of BPSD.*'® In
addition, the decline in ADL might lead to an increased risk of
COVID-19 infection due to worsening nutritional status, physical
function and underlying health conditions.'>*® Providing infor-
mation and care resources, such as indoor exercise practice guides
for older people'® and online activities,'* according to their prefer-
ences, conditions and lifestyle of PWD would be useful in mitigat-
ing the negative effects of the pandemic.?'*

Regarding the impact on the families of home-dwelling PWD,
the reduction or interruption of public long-term care insurance
services has increased their burden. Caregiver burden is a predic-
tor of the institutionalization of PWD,?? it has been reported that
the use of home visit services and short stays can support the
daily lives and well-being of the caregivers.?* In the future, it will
be necessary to develop a system that allows multiple care facili-
ties to collaborate for the provision of sustainable services, direct
interaction support to avoid social isolation of families, and
information sharing among residents, government and medical
institutions to enable timely intervention for families in need of
support.?

The present study had limitations. First, this was focused on
formal caregivers, and involved the broad examination of the
effects of the COVID-19 pandemic on PWD; thus, the impact of
individual dementia characteristics at the individual level were not
analyzed. In addition, PWD who were not registered for medical
and long-term care insurance services were not followed. There-
fore, further research needs to address the selection bias and pro-
vide implications for specific support strategies. Second, as the
two surveys were anonymous and independently conducted, we
were not able to evaluate within-facility longitudinal changes.
Therefore, these results must be interpreted with caution. Never-
theless, this is the first long-term and comprehensive survey that

© 2022 The Authors. Geriatrics & Gerontology International

:| P=0.037
50.9%

B First survey (n=429)

10.0% 20.0% 30.0% 40.0% 50.0% 60.0%

OSecond survey (n=116)

assessed the physical and psychosocial conditions of PWD under
the COVID-19 pandemic.

The present study determined the long-term impact of the
COVID-19 pandemic on facility- and home-dwelling PWD using
an online survey. This survey showed the impact of the COVID-
19 pandemic on PWD living in facilities and at home, and that
PWD have experienced a wide range of adverse effects, including
limitation of daily activities, reduced social interaction, and decline
in cognitive and physical function. Compared with the first wave
of the COVID-19 pandemic, facility-dwelling PWD experienced a
long-term increase in the activities that stimulate cognitive and
physical functions and interactions, whereas home-dwelling PWD
experienced a decrease in these activities.

Regarding dementia care during the COVID-19 pandemic, it is
essential for formal caregivers to share information on the risk of
infection carefully, unfavorable effects associated with infection
control measures, and care priorities with PWD and their families,
and assess their accessibility to information and care resources,
and help them secure resources when necessary.
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