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Abstract

Background: Little is known about the actual impact of COVID-19 on caregivers of older people with dementia and
resultant collaborations among them to provide continued person-centered care while undertaking infection control
measures. In this study, we explored the impact of providing dementia care during COVID-19 on caregivers involved
in dementia care.

Methods: This is an exploratory qualitative case study. The participants were family members living with older
people with dementia, care managers, and the medical and long-term care facility staff. Data were collected from 46
caregivers via face-to-face and semi-structured interviews and analyzed using thematic analysis.

Results: The interviews identified 22 themes related to the impact of COVID-19 on different positions of the car-
egivers involved in dementia care and their collaboration, and we categorized them into six categories. The core
themes were “re-acknowledgement of care priorities”and “rebuilding of relationships"When caregivers' perceptions
were aligned in the decision-making processes regarding care priorities, “reaffirmation of trust”and “strengthening of
intimate relationships”emerged as positive changes in their relationships. Furthermore, the differences in the ability of
each caregiver to access and select correct and appropriate information about COVID-19, and the extent of infection
spread in the region were related to “anxiety during COVID-19 pandemic”and caused a“gap in perception”regarding
infection control.

Conclusions: The present study clarified that the process of aligning the perceptions of caregivers to the objectives
and priorities of care for older people with dementia during COVID-19 pandemic strengthened the relationships
among caregivers. The findings of this study are useful for caregivers involved in person-centered dementia care.

Keywords: Older people with dementia, Caregivers, COVID-19, Infection control, Person-centered care

Background
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and severity of the disease [2, 3]. COVID-19 alters their
lifestyles and environment by limiting the social sup-
port they receive face-to-face, and this has an adverse
impact on their cognitive and physical functions [4, 5].
Furthermore, worsening of behavioral and psychologi-
cal symptoms such as apathy, anxiety, and agitation has
been reported in older PWD during COVID-19 due to
cognitive decline and stress pertaining to environmen-
tal changes [6, 7]. The COVID-19 pandemic affected not
only the older PWD, but also their family members who
provided daily care by increasing their anxiety about the
risk of infection as well as the burden of care [8—10].

In Japan, COVID-19 pandemic has affected older PWD
and their families [11, 12]. According to a national sur-
vey, as many as 55.0% of those who use public long-term
care insurance (LTCI) services need care on a daily basis
due to dementia [13]. In Japan, LTCI services were intro-
duced to support older people with disabilities in the year
2000. It provided support or care to persons with certi-
fied disabilities depending on their physical or cognitive
impairment [14]. The LTCI services include home-visit
services (care, nursing, rehabilitation, etc.), day services
(outpatient care, rehabilitation), short-stay services, and
services at long-term care facilities. However, the use of
outpatient services significantly decreased across the
nation with the outbreak of the COVID-19 pandemic
as preventive measures were adopted to limit gather-
ings [15]. Simultaneously, long-term care facilities also
decided to lock down and shifted to care that followed
preventive measures including social distancing and
other infection control measures [16]. Therefore, the
reduction or cessation of services due to the pandemic
led to worsening of dementia symptoms among older
PWD, and an increase in the care burden and physical
and mental health problems in their families [17].

Person-centered care, which is the foundation of
dementia care, respects and responds to the perspectives
of the PWD, building mutually trusting relationships,
and providing support to enable him/her to demonstrate
their own personality and abilities [18, 19]. Caregivers
have emphasized person-centered care, staying close to
older PWD to carefully understand their facial expres-
sions, conversations, behaviors, and surrounding envi-
ronment. However, in the wake of COVID-19, social and
physical contact between older PWD and their caregiv-
ers decreased, and it was difficult for caregivers to imple-
ment the same contact-based care as before [20]. In order
to provide continued dementia care and support while
adhering to infection control measures for older PWD,
family members and formal caregivers such as healthcare
and long-term care professionals need to seek best prac-
tices and collaborate with each other. Understanding the
impact of COVID-19 pandemic on caregivers involved in
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dementia care, and collaborative experiences in imple-
mentation of person-centered care whenever possi-
ble, will contribute towards finding solutions to these
challenges.

Regarding dementia caregivers’ experiences, qualita-
tive works in the UK revealed difficulties in decision-
making for family members for the use of in-home care
services [21] and informal social support during the pan-
demic [22]. Initial qualitative research in India explored
difficulties in caring due to reduced formal and informal
social support due to preventive measures established to
curb further spread of the virus, and research in Japan
showed that some older PWD felt anxious about decreas-
ing social interactions or formal care services [12]. These
findings raise implications for providing better personal
protective equipment for formal caregivers and main-
taining relationships and providing psychological sup-
port for informal caregivers. Meanwhile, no studies have
been found that focus on the relationship and collabora-
tion between family members and formal caregivers.

This study attempts to understand the impact on dif-
ferent positions of caregivers, their relationships, and
the reality of their collaborations in caring for older
PWD during COVID-19. Qualitative research helps to
understand a person’s thoughts and experiences within
their cultural, social, and temporal contexts. Therefore,
to fathom the impact on caregivers who were providing
dementia care during COVID-19, we conducted inter-
views with caregivers including family members and
healthcare and long-term care professionals.

It is expected that the findings from this study will
be useful in considering how to support caregivers and
construct a system to support them to achieve a balance
between infection control and dementia care.

Methods

This study adhered to the Standards for Reporting
Qualitative Research [23]. Multiple realities are socially
constructed by people, and a person’s experience is
context-bound. In this study, in order to understand the
participants’ experiences in their context, we used an
exploratory qualitative case study methodology posi-
tioned within an interpretive paradigm [24]. The strength
of this approach is that it gives due consideration to vari-
ous perspectives of a phenomenon, allowing for an in-
depth investigation using multiple sources and methods
for data collection [25, 26].

Participants

The participants in this study were 46 people involved
in different positions in providing dementia care: fam-
ily members, care managers, and staff at the medical
and long-term facility for the elderly. In Japan’s LTCI
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system, care managers are responsible for planning and
evaluating care plans and coordinating medical and
long-term care services for people who require care.
Authors requested the Alzheimer’s Association Japan,
Care Manager Association, and medical and long-term
care facilities to cooperate in the study and introduce
the participants to the study. The participants were
informed of the study’s purpose and all of them gave
their written informed consent. Study protocols were
approved by the ethical committee for epidemiology
of Hiroshima University and the ethics committee of
Akita University. All procedures were carried out in
accordance with approved protocols and the Declara-
tion of Helsinki.

We also considered that the severity of COVID-19
spread in different regions would affect the perceptions
of residents and their living environment. For this reason,
two regions (Hiroshima and Akita prefectures) with vary-
ing extents of COVID-19 spread as of August 2020 were
chosen as the study field. At the time of the study, Hiro-
shima was in a serious situation where the number of
new positive cases continued to increase, while in Akita,
only a few positive cases were reported.

Data collection and analysis

Three researchers who were healthcare professionals with
many years of experience in dementia care conducted the
interviews. Between October 2020 and February 2021,
semi-structured face-to-face interviews of about 1 h each
were conducted with each participant, using an interview
guide prepared by the researchers (Fig. 1). The content
of the interview was recorded on an IC recorder after
obtaining consent from the research participant, and a
verbatim transcript was prepared.

In this study, we thought that thematic analysis would
be appropriate because the recurring patterns in the car-
egivers’ narratives helped us understand their thoughts
and experiences. The interview data were thematically
analyzed, including generative coding, and theorizing to
identify emergent concepts in the dataset [27]. An induc-
tive coding approach was applied by co-authors, MH and
DS in several iterations until an agreement was achieved.
The themes were categorized into main and subcatego-
ries and tabulated using NVivoll (QSR International,
Australia) to identify their frequency. All the authors
checked the analysis. In case of disagreement, the authors
discussed and reviewed the data until consensus was
reached. When no new themes emerged, the research-
ers agreed that theoretical saturation was achieved and
ended the recruitment of participants. To ensure the
quality of the study, consultations were held with experts
in older care, dementia care, and qualitative research to
discuss the credibility and confirmability of the results.
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Results

The results were based on interviews with 46 partici-
pants, out of which four were family members, 15 were
care managers, and 27 were staff at the medical and
long-term facility for the elderly. The basic attributes of
the participants are listed in Table 1. All family mem-
bers were the primary caregivers living with the older
PWD, and their years of care ranged from 1 to 18years.
The mean duration of care experience was 8.5 + 5.0years
(range 2—17years) for care managers and 14.7 4 8.3 years
(range 3—-29years) for the medical and long-term facility
staff. The occupations of care facility staff were nurses,
physical therapists, speech pathologists, nutritionists,
care workers, consultants, and administrators.

From the content of the interviews, we identified 22
themes related to the response and collaboration of those
involved in dementia care and categorized them into six
categories (Table 2): re-acknowledgement of care priori-
ties, rebuilding of relationships, re-recognition of trust,
strengthening the close relationships, anxiety during
COVID-19 pandemic, and gap in perception.

Figure 2 shows the relationships between the thematic
categories. First, the participants re-acknowledged care
priorities for older PWD during COVID-19, and rebuilt
relationships with others involved in dementia care by re-
confirming the significance of their existence and caring
for older PWD. Second, relationships among caregivers
were positively or negatively affected by the differences
in decision-making process regarding the priority of care
and the situation of infection spread in the regions.

Re-acknowledgement of care priorities

Due to the seriousness of the COVID-19 infection, long-
term care services were reduced to prevent the spread of
infection among older PWD and the people around them
and the outbreak of infection clusters in facilities. This
forced caregivers to change their care methods which had
been based on social and physical contact. With these
changes in the supply and methods of long-term care ser-
vices, families and formal caregivers reevaluated the pur-
pose of care for the PWD and re-acknowledged which
care should be prioritized and continued for each older
PWD, focusing on their perspective. Specifically, caregiv-
ers considered how to collaborate to continue life-sus-
taining care such as suction and tube feeding, and daily
living support. In situations where the extent of infection
spread was more serious, caregivers also reconfirmed the
importance of supporting the older PWD in advance care
planning (ACP) of the medical and long-term care they
desire while assessing their decision-making capacity. In
order to ascertain the intentions of older PWD, caregiv-
ers asked them in simple terms what kind of care they
would like to receive if they had serious conditions. If an
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1. Basic attributes
- Age
- Gender
- Characteristics of older PWD cared for by caregivers
- Years of care (Family) / Years of experience (Care managers and medical and long-term care facility staff)
- Occupation (Medical and long-term care facility staff)

2. Common questions for all participants
1) The impact on older PWD during COVID-19 pandemic
- How did COVID-19 affect older PWD?
- Please tell us more about the case of an older PWD who was significantly affected.
- What effects on older PWD did you find troubling or burdensome?
2) Your support
- How did you help older PWD to prevent COVID-19 infection and mitigate the negative
effects associated with infection control measures?
- If there was difficulty in implementing infection control measures for older PWD due to
their dementia symptoms (e.g., difficulty in physical distancing), how did you respond?
3) Changes in the surrounding people
- How did the relationships between older PWD and the surrounding people (medical and
long-term care facility staff, family members, neighbors, etc.) change during COVID-19?
- Did you notice any prejudice or discrimination against older PWD by the surrounding
people when you were taking measures to prevent infection among them?
- How do you explain and respond to other residents who do not have dementia?
- What kind of support do you receive from the government? What kind of support
do you need from the government?
3. Additional questions based on the basic attributes of participants
1) For the medical and long-term care facility staff
- As the burden of preventing COVID-19 infections increased in your facility, did you
notice any changes in human relations among staff members or in relations with other facilities?
2) For care managers
(1) The impact on older PWD during COVID-19 pandemic
- How did COVID-19 affect older PWDs’ family members?
(2) Your support
- When long-term care insurance services were reduced or interrupted to prevent the spread of
COVID-19 infection, did you have any difficulty in coordinating services suitable
for each older PWD?
- When you suspected that a family member living with an older PWD was infected,
how did you respond to the elderly PWD?
3) For family members
- How did you obtain information about COVID-19 and how did you decide how to support?
- Do you have a plan in case an older PWD or a family member becomes infected?

PWD : people with dementia

Fig. 1 Interview guide




Kazawa et al. BMC Geriatrics (2022) 22:107

Table 1 Characteristics of participants
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Attributes Family members (n=4) Care managers (n=15) Staff at the medical and long-term
care facility for the elder (n=27)
Region (n)
Hiroshima 3 4
Akita 12 23
Age (n)
20's to 30's 5 7
40's to 60°s 10 20
60's to 70's 0 0
Gender (n)
Female 3 12 17
Male 1 3 10

Characteristics of older PWD cared
for by caregivers severe dementia (one of whom was
highly dependent on medical care)

Years of care® / Years of experience®

[median (interquartile range)]

1,8, 15,18, respectively

One with mild dementia, three with  The severity of dementia ranges from mild to severe, and the degree of

medical dependence varies.

8.0 (45-11.5) 15.0 (7.0-20.0)

Occupation Nurse, physical therapist, speech
pathologist, nutritionist, care worker,
consultant, administrator

PWD people with dementia

Years of care (Family)

b Years of experience (Care managers, medical and long-term care facility staff)

old PWD was unable to express his/her own will, caregiv-
ers recognized that the best practice would be to provide
care through repeated discussions between the elderly
person’s family and medical professionals as his/her con-
dition deteriorates.

Moreover, the caregivers were committed to col-
laborate closely, share information and assess care as
appropriate.

For a month in which the cluster occurred, the most
important thing was to protect the lives of people
who needed constant medical and long-term care,
not just those with dementia. Advance care planning
for older PWD was important. If we do not discuss it
on occasion, it is difficult to decide what to choose in
a critical situation (care manager, Hiroshima,).

I am making efforts to stay in close contact with the
family and other formal caregivers more than ever
before (administrator of long-term care facility, Akita).

Rebuilding of relationships

While caring for older PWD, the caregivers were
reminded of the strong relationship that had been estab-
lished around older PWD. First, in this relationship, each
caregiver considered his/her own roles. For example,
family members felt a stronger urge to protect the lives

of older PWD by being closest to them and paying close
attention to infection prevention, and serving as surro-
gate decision-makers when necessary. Medical and long-
term care facility staff sought out their roles based on
their professional ethics. Second, while facing difficulties
in continuing with pre-pandemic level of care, caregivers
felt the significance of others who were implementing the
best practices and were concerned about their physical
and mental state.

It's my life, I will take care of my wife’s life with
dementia (family member, Hiroshima,).

We frequently used short stay. However, we reduced
the number of stays in order to reduce the risk of
infection for PWD and users and staff of long-term
care facilities. In the serious situation of infection
spread, we discussed with the facility staff and took
care of the person at home. I thought that the staff
probably were overwhelmed with caring for older
PWD while taking measures to prevent infection.
(Family member, Hiroshima,).

In a long-term care facility, family members meet a
person with dementia either remotely or through a
window, which may cause stress. They cannot hold
hands even if they see the face (administrator of a
long-term care facility, Akita).



Kazawa et al. BMC Geriatrics (2022) 22:107

Table 2 Emergent themes

Page 6 of 11

Re-acknowledgement of care priorities
Best practice on COVID-19 restrictions
Re-acknowledgement of individualized care continuity
Re-confirming advanced care planning
Rebuilding of relationships
Re-acknowledgement of person-centered relationship
Rebuilding relationships with healthcare and long-term care professionals
Rebuilding relationships with family members
Re-recognition of trust
Trust in primary physician
Trust in healthcare and long-term care professionals
Trust in family members
Strengthening the close relationships
Sympathetic feelings between families
Cohesiveness of healthcare and long-term care team
Enhancing peer support
Anxiety during COVID-19 pandemic
Self-care to prevent infection
Anxiety about care in long-term care facilities
Anxiety caused by restrictions on visits to the facilities
Anxiety about continuity of long-term care insurance services
Conflict arising from changes in the environment of older PWD
Caring for older PWD while taking infection control measures
Gap in perception

Gap in perception of families and healthcare and long-term care professionals

Difficulties in agreeing upon the direction of care among healthcare and long-term care professionals

Gap in perception of government and others
Differences in opinion on preventing the spread of infection in the region

PWD people with dementia

In addition, when the decision-making process on
the priority of care was carried out and the perceptions
of those involved were consistent, the positive effects
included “re- recognition of trust” in others related to
dementia care and “strengthening the close relationships”
with those who were in the same position, such as family
and peers.

Re-recognition of trust

The attending physician and medical and long-term
care facility staff shared with the families of the older
PWD, detailed information about their current condi-
tion, risk of infection, and preparedness for infection,
and discussed the care needed. In addition, they pro-
vided care continuously for PWD who were in locked-
down long-term care facilities or were highly dependent
on medical care. These commitments by the healthcare
and long-term care professionals led to a re-recognition
of the family members’ trust in them. Meanwhile, when
the spread of COVID-19 infection became more serious,

some face-to-face in-home LTCI services were reduced,
and medical and long-term care staff had to monitor
older PWD remotely. Therefore, family members tempo-
rarily took care of and monitored older PWD. Through
this implementation of care by family members, the med-
ical and long-term care staff felt a sense of trust in them.

Until now, care managers had, to some extent, taken
the initiative to support and protect the lives of older
PWD and their family members. However, in this
environment, we had no choice but to ask the family
members to look after and care for older PWD (care
manager, Hiroshima,).

Strengthening the close relationships

Having reaffirmed their trust in each other, family mem-
bers and medical and long-term care facility staff reiter-
ated their appreciation for being involved in caring for
older PWD while paying close attention to their own
infection risks. Family members were concerned for each



Kazawa et al. BMC Geriatrics (2022) 22:107

Page 7 of 11

Re-acknowledgement of
care priorities

Care for older people with
dementia during COVID-19
pandemic

Modifying factors
- Differences in the
positions of caregivers
& - Infection situation in
the region

Anxiety during
COVID-19 pandemic

Gap in perceptions

Fig. 2 Relationships between themes

Rebuilding of relationships

Re-recognition of
trust

Strengthening the
close relationships

other’s health, empathizing with the positive and nega-
tive emotions associated with caregiving in the midst of
the COVID-19 pandemic crisis. Healthcare and long-
term care professionals on the frontlines were focused on
communicating to encourage each other. The caregivers
who continued to support the lives of older PWD also
acknowledged the value of positive daily connections
among them.

My father said to me, "Try not to push yourself too
hard,” and his words support me (family member,
Hiroshima).

We were stressed, so tried to maintain good relation-
ships in the workplace. I could observe the commu-
nication among the hospital staff, encouraging each
other (staff of medical care facility, Hiroshimay).

However, as the infection situation in the region got
serious, the differences in the positions of caregivers
increased the “anxiety during COVID-19 pandemic “ and
caused a “gap in perception” regarding infection control.

Anxiety during COVID-19 pandemic

As COVID-19 infection became more serious nation-
wide, caregivers practiced their own infection control
measures but had various concerns owing to the large
amount of media information about COVID-19. The
family members were afraid to continue the use of LTCI
services considering the older PWDs’ risk of infection.
In one instance, one family member providing care to a
person with severe dementia experienced strong anxi-
ety about how to maintain their life. This family member
was highly dependent on home visit long-term care ser-
vices that were temporarily interrupted. In addition, their
family members living far away could not return home
to prevent each other from being infected. He also felt
anxious about the impact on the older PWD due to the
reduction in face-to-face interaction with them, and he
felt lonely.

First, I was confused. The day care center that we
had used for approximately 14 years closed down.
In particular, since there were few facilities that
could care for severe levels of dementia, I was wor-
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ried until I found the next facility (family member,
Hiroshima).

Medical and long-term care facility staff also experienced
anxiety while gathering information on infection con-
trol and simulating how they would respond if a patient/
facility resident was diagnosed with COVID-19.

In fact, I cannot imagine what to do when someone
living in an institution is diagnosed with COVID-
19. Zoning is being considered here (long-term care
facility staff, Akita).

Caregivers also struggled with incorporating social dis-
tancing and infection control into dementia care, which
had previously been provided through face-to-face
contact.

Gap in perception

The caregivers felt a strong sense of “anxiety during
COVID-19 pandemic” due to the differences in their
positions and the extent of infection spread in the
region. With the large amount of information about
COVID-19, families felt a strong sense of fear and
anxiety about the risk of infection due to the difficulty
in accessing and selecting the correct and appropri-
ate information. On the other hand, medical and long-
term care facility staff had the ability to access and select
appropriate information. Hence, medical and long-term
care facility staff struggled to care for the patient with-
out being overly fearful. Against this background, a gap
in the perception of infection control emerged between
family members and medical and long-term care facil-
ity staff. Medical and long-term care facility staff who
provided care for older PWD on the front lines of each
facility also felt a gap in perception between them and
the government, which was responsible for controlling
infection while managing healthcare resources for the
entire region. These gaps in perception among caregivers
also increased their anxiety.

As a result, they felt that there was a gap in percep-
tions of caregivers, the government, and the community
regarding infection control measures and support for
older PWD.

The families felt that there was a gap in perception
between them and the medical and long-term care facil-
ity staff. Whereas the medical and long-term care facil-
ity staff felt that there was a gap in perception not only
between them and the families, but also between the
staff, and the whole community regarding infection
control.

Since the facility does not restrict family visiting, 1
am concerned that that the visits may increase the
risk of infection (family member, Hiroshima).
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It is also necessary to inform residents more about
how to protect themselves appropriately, not exces-
sively, against COVID-19 (care manager, Hiro-
shima).

If a family member is infected, we ask the govern-
ment to support older PWD who cannot receive care.
We have to support them somehow (care manager,
Hiroshima).

In this area, awareness of infection control measures
may not be high (administrators of long-term care
facility, Akita).

Differences by participant characteristics and regions

As mentioned above, differences in background, such
as the ability of caregivers to access and select the cor-
rect and appropriate information on COVID-19 and
their occupation (role to play in infection control), led to
a gap in perceptions regarding infection control among
caregivers.

Furthermore, these results corroborated with the
regional differences in the level of infection spread. In
Hiroshima, the spread of infection was severe. Corre-
spondingly, the critical experience of the unprecedented
spread of infectious diseases led to re-confirming ACP
in the “re-acknowledgement of care priorities” for older
PWD. In addition, the positive and prominent theme
in the form of “strengthening ties among relatives” was
emerged through the joint efforts of caregivers in this cri-
sis situation only in Hiroshima.

Discussion

This study attempts to understand the impact of pro-
viding dementia care during COVID-19 on caregiv-
ers, including formal caregivers. With the help of
semi-structured interviews with caregivers involved in
caring for older PWD, the emergent core themes were
“re-acknowledgement of care priorities” and “rebuilding
of relationships” The analysis of these themes revealed
that the positive effects were “re-recognition of trust” and
“strengthening the close relationships,” while the negative
effects were “anxiety during COVID-19 pandemic” and
“gap in perception.”

Re-establishing relationships among caregivers

through prioritizing care for older PWD

Many older people suffer from multiple chronic and non-
curative conditions [28]. Therefore, health and long-term
care professionals tend to focus on their QOL while con-
sidering priorities for usual care [29]. However, against
the backdrop of the COVID-19 pandemic, care services
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were reduced and its providing methods were changed
to prevent the spread of infection among older PWD
and people around them and the occurrence of infec-
tion clusters in care facilities. In this critical situation, the
caregivers focused on protecting the lives of older PWD
and re-acknowledged the priorities of care. Besides, the
consideration of care priorities for older PWD was influ-
enced by their respective positions and expertise in care,
in addition to the differences in knowledge of disease
and care among the individuals, family members, and
healthcare providers, including physicians [29, 30]. This
pandemic further complicated the decisions about care
priorities based on dementia symptoms and function-
ing, and assessment of daily lives of older PWD, which
are very difficult issues, especially for family members.
In particular, as the disease progresses, the difficulties in
decision-making and daily living for older PWD increase,
leading to conflicts and burdens for their families. In
order to respect their rights and maintain the patients’
and their family caregivers’ QOL1, it is important for
those involved in care to review older PWD’s will and
priority of care whenever necessary. Furthermore, the
results of this study reveal that when medical and long-
term care staff provided individualized information that
was easy for families to understand and cope with, and
caregivers agreed on the priority of care, positive effects
such as re-acknowledgement of care priorities and
rebuilding of relationships were observed. In this sce-
nario, family members were not only satisfied with the
decisions about care, but also felt that the healthcare and
long-term care professionals understood and supported
older PWD and their families, which reaffirmed their
trust. It is also important for families to have appropriate
information about care, not only to improve their knowl-
edge and coping skills, but also to consider how to main-
tain a balance between the required caregiving role and
their own lives and needs [31].

Furthermore, healthcare and long-term care profes-
sionals, who were on the front lines in dealing with
complex situations involving ethical issues, experienced
stress and conflict [4, 32]. It could be inferred that when
decision-making regarding care was based on close com-
munication between older PWD, their families, and
healthcare and long-term care professionals, it mitigated
the mental burden of the staff. Furthermore, the trust of
the families may have empowered them when they some-
times felt powerless in practicing dementia care while
responding to an emerging infectious disease pandemic.
A qualitative study on dementia care under the COVID-
19 pandemic reported that family members felt stronger
connections with caregivers by being involved in the care
giving process [33]. In addition, the results of this study
suggest that care decisions that were based on careful
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consideration of objectives and priorities, as well as good
relationship building, had a positive impact on caregiv-
ers. This finding is particularly important to promote and
strengthen relationship-building among caregivers who
provide person-centered care.

Implications for the development of support methods

and systems for caregivers with / after COVID-19

The results of this study show that as the spread of
infection in the community became severe, it became
more difficult to access and select appropriate infor-
mation (for family members), and this fueled caregiv-
ers’ anxiety about infection control.

In particular, families of older PWD who were highly
dependent on medical or long-term care experienced
strong anxiety. Based on the issues raised in this study,
it is necessary to consider the establishment of a sys-
tem that can provide continuous care to those who
need medical and long-term care on a daily basis at the
facility, regional, and national levels. Moreover, our
results suggest that sharing the purpose of care among
those involved, and carefully considering prioritization
of care based on this purpose may reduce individual
concerns and gaps in perception. Since this process is
the foundation for developing person-centered care in
critical situations, including COVID-19 pandemic, it
is desirable to create guidelines and support tools to
facilitate this process.

In addition, healthcare and long-term care profes-
sionals being on the front lines of care faced fear and
concern about daily care practices while taking infec-
tion control measures for themselves and their care
recipients [34]. There is a conflict between dementia
care and infection control because preventative meas-
ures call for social distancing and wearing masks. This
has resulted in transformation of communication or
disruption in communicating through language and
facial expressions, causing anxiety and stress in older
PWD. In caring for older PWD during the COVID-19
pandemic, it is necessary to balance both these sides
of care as much as possible. It is also important to
provide psychological follow-up to medical and long-
term care staff to reduce anxiety, conflict, and stress.
For this purpose, it is important to continuously main-
tain a system that allows them to receive supervision
from specialists in infectious diseases and dementia,
and consultations with spiritual counselors as needed.
Furthermore, the results of this study show that there
was a gap in the perception of infection control among
healthcare and long-term care professionals and the
government. To reduce this gap, sharing facts and sim-
ulating countermeasures may be useful. Facilities that
experienced outbursts of infections in the past should
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reflect on their care methods and systems and share
their issues with other facilities. Facilities that have not
yet experienced infection spread may need to conduct
a simulation based on the shared information and be
better prepared. From the perspective of making the
system more robust, it would be desirable to involve
not only individual facilities but also the government,
which is responsible for managing care provision in
the entire region.

Limitation

The present study has a limitation. The results may not
be transferable because our study was conducted in only
two regions. When we designed the study, we fielded
regions with different levels of infection spread. However,
in regions where the level of infection spread was low at
the time of the interview, fewer themes were extracted.
For future research, it may be beneficial to recruit more
participants by conducting interviews in regions with dif-
ferent levels of infection spread.

Conclusions
We found that the process of sharing individualized
information among caregivers, including family members
and healthcare and long-term care professionals, and
aligning their perceptions to the objectives and priorities
of care for older PWD during COVID-19 pandemic reaf-
firmed trust and strengthened connections among car-
egivers. Conversely, the differences in the ability of each
caregiver to access and select correct and appropriate
information about COVID-19, and the extent of infec-
tion spread in the region increased the “anxiety during
COVID-19 pandemic” and caused a “gap in perception”
regarding infection control.

Based on these findings, it would be beneficial to pro-
mote and strengthen the relationships among caregivers
who provide person-centered dementia care.

Abbreviations
PWD: People with dementia; LTCI: Long-term care insurance; ACP: Advance
care planning.

Acknowledgements

We would like to express our deepest gratitude to the participants who
agreed to be interviewed in this study and to those who introduced them to
us. We also thank the Hiroshima Branch of the Alzheimer’s Association Japan
and Hiroshima Care Manager Association.

Authors’ contributions

KK, AK, MH, DS, HO and SI were involved in research design, analysis, and
manuscript writing. KK, AK, and KS were involved in data collection. All authors
read and approved the final manuscript.

Funding
This work was supported by a Grant-in-Aid for Scientific Research (C) (No.
21K07317).

Page 10 of 11

Availability of data and materials

The datasets generated and/or analyzed during the current study are not pub-
licly available due the maintenance of confidentiality of our participants and
declarations within the written information which participants had agreed on.

Declarations

Ethics approval and consent to participate

The study is performed in line with the Declaration of Helsinki. The purpose
and objectives of the study, protection of privacy, freedom to participate in
the study, and publication of the study results were explained in writing and
orally by the researchers, and written informed consent was obtained from
each participant. Approval for this study was obtained from the ethical com-
mittee for epidemiology of Hiroshima University and the ethics committee of
Akita University.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details

'Department of Medicine for Integrated Approach to Social Inclusion, Gradu-
ate School of Biomedical and Health Sciences, Hiroshima University, 1-2-3
Kasumi, Minami-ku, Hiroshima 734-8553, Japan. 2Advanced Research Center
for Geriatric and Gerontology, Akita University, 1-1 Tegatagakuen-machi,
Akita 010-8502, Japan. *Center for Medical Education, Kansai Medical
University, 2-5-1 Shinmachi, Hirakata, Osaka 573-1010, Japan. “Department
of Community-based Family Medicine, Faculty of Medicine, Tottori University,
86 Nishi machi, Yonago, Tottori 683-8503, Japan.

Received: 13 October 2021 Accepted: 27 January 2022
Published online: 07 February 2022

References

1. WHO. Advice for the public: coronavirus disease (COVID-19). 2021.
https://www.who.int/emergencies/diseases/novel-coronavirus-2019/
advice-for-public. Accessed 8 Oct 2021.

2. Tahira AC, Verjovski-Almeida S, Ferreira ST. Dementia is an age-independ-
ent risk factor for severity and death in COVID-19 inpatients. Alzheimers
Dement. 2021;17(11):1818-31.

3. Bianchetti A, Rozzini R, Guerini F, Boffelli S, Ranieri P, Minelli G, et al. Clini-
cal presentation of COVID19 in dementia patients. J Nutr Health Aging.
2020;24(6):560-2.

4. Giebel C, Pulford D, Cooper C, Lord K, Shenton J, Cannon J, et al. COVID-
19-related social support service closures and mental well-being in older
adults and those affected by dementia: a UK longitudinal survey. BMJ
Open. 2021;11(1):e045889.

5. Brown EE, Kumar S, Rajji TK, Pollock BG, Mulsant BH. Anticipating and miti-
gating the impact of the COVID-19 pandemic on Alzheimer’s disease and
related dementias. Am J Geriatr Psychiatry. 2020;8(7):712-21.

6. Tuijt R, Frost R, Wilcock J, Robinson L, Manthorpe J, Rait G, et al. Life under
lockdown and social restrictions - the experiences of people living with
dementia and their carers during the COVID-19 pandemic in England.
BMC Geriatr. 2021;21(1):301.

7. Manini A, Brambilla M, Maggiore L, Pomati S, Pantoni L. The impact of
lockdown during SARS-CoV-2 outbreak on behavioral and psychological
symptoms of dementia. Neurol Sci. 2021;42(3):825-33.

8. Hwang, Connell LM, Rajpara AR, Hodgson NA. Impact of COVID-19 on
dementia caregivers and factors associated with their anxiety symptoms.
Am J Alzheimers Dis Other Dement. 2021;36:15333175211008768.

9. Budnick A, Hering C, Eggert S, Teubner C, Suhr R, Kuhlmey A, et al.
Informal caregivers during the COVID-19 pandemic perceive additional
burden: findings from an ad-hoc survey in Germany. BMC Health Serv
Res. 2021;21(1):353.


https://www.who.int/emergencies/diseases/novel-coronavirus-2019/advice-for-public
https://www.who.int/emergencies/diseases/novel-coronavirus-2019/advice-for-public

Kazawa et al. BMC Geriatrics

20.

21

22.

23.

24.
25.
26.
27.

28.

29.

30.

31

32.

33

34

(2022) 22:107

Azevedo L, Calandri IL, Slachevsky A, Graviotto HG, Vieira MCS, Andrade
CB, et al. Impact of social isolation on people with dementia and their
family caregivers. J Alzheimers Dis. 2021;81(2):607-17.

. Hashimoto M, Suzuki M, Hotta M, Nagase A, Yamamoto Y, Hirakawa N,

et al. The influence of the COVID-19 outbreak on the lifestyle of older
patients with dementia or mild cognitive impairment who live alone.
Front Psychiatry. 2020;11:570580.

OkamuraT, Ura C, Sugiyrama M, Kugimiya Y, Okamura M, Awata S. Every-
day lives of community-dwelling older people with dementia during the
COVID-19 pandemic in Japan. Int J Geriatr Psychiatry. 2021;36(9):1465-7.
Kiyohara Y, Kitamura A, Suzuki R, Oishi T, Yamaguchi H. Report: the
research project on big data analysis to clarify the actual state of demen-
tia. Health promotion projects for the older. 2020. (In Japanese).

Yamada M, Arai H. Long-term care system in Japan. Ann Geriatr Med Res.
2020;24(3):174-80.

Ito T, Hirata-Mogi S, Watanabe T, Sugiyama T, Jin X, Kobayashi S, et al.
Change of use in community services among disabled older adults dur-
ing COVID-19 in Japan. Int J Environ Res Public Health. 2021;18(3):1148.
Estévez-Abe M, Ide H. COVID-19 and long-term care policy for older
people in Japan. J Aging Soc Policy. 2021;33(4-5):444-58.

Kazawa K, Kubo T, Ohge H, Aishita M, Ishii S. Preparedness guide for
people with dementia and caregivers in COVID-19 pandemic. Geriatr
Gerontol Int. 2021;21(7):593-5.

Kitwood T. Toward a theory of dementia care: ethics and interaction. J
Clin Ethics. 1998;9(1):23-34.

Fazio S, Pace D, Flinner J, Kallmyer B. The fundamentals of person-centered
Care for Individuals with Dementia. Gerontologist. 2018;58(suppl_1):510-9.
Liu KY, Howard R, Banerjee S, Comas-Herrera A, Goddard J, Knapp M,

et al. Dementia wellbeing and COVID-19: review and expert consen-

sus on current research and knowledge gaps. Int J Geriatr Psychiatry.
2021;36(11):1597-639.

Giebel C, Hanna K, Cannon J, Eley R, Tetlow H, Gaughan A, et al. Decision-
making for receiving paid home care for dementia in the time of COVID-
19: a qualitative study. BMC Geriatr. 2020;20(1):333.

Giebel C, Cannon J, Hanna K, Butchard S, Eley R, Gaughan A, et al. Impact
of COVID-19 related social support service closures on people with
dementia and unpaid carers: a qualitative study. Aging Ment Health.
2021;25(7):1281-8.

O'Brien BC, Harris 1B, Beckman TJ, Reed DA, Cook DA. Standards for report-
ing qualitative research: a synthesis of recommendations. Acad Med.
2014;89(9):1245-51.

Yin RK. Case study research: design and methods. 5th ed; 2014.

Merriam SB. Case study research in education; 1988.

Stake RE. The art of case research: SAGE Publications Ltd; 1995.

BraunV, Clarke V. Using thematic analysis in psychology. Qual Res Psychol.
2006;3(2):77-101.

Mitsutake S, Ishizaki T, Teramoto C, Shimizu S, Ito H. Patterns of co-
occurrence of chronic disease among older adults in Tokyo, Japan. Prev
Chronic Dis. 2019;16:E11.

Akishita M, Ishii S, Kojima T, Kozaki K, Kuzuya M, Arai H, et al. Pri-

orities of health care outcomes for the elderly. J Am Med Dir Assoc.
2013;14(7):479-84.

Peterson K, Hahn H, Lee AJ, Madison CA, Atri A. In the information age,
do dementia caregivers get the information they need? Semi-structured
interviews to determine informal caregivers'education needs, barriers,
and preferences. BMC Geriatr. 2016;16(1):164.

Bernini S, Stasolla F, Panzarasa S, Quaglini S, Sinforiani E, Sandrini G, et al.
Cognitive telerehabilitation for older adults with neurodegenerative diseases
in the COVID-19 era: a perspective study. Front Neurol. 2020;11:623933.
Emmerton D, Abdelhafiz AH. Care for older people with dementia during
COVID-19 pandemic. SN Compr Clin Med. 2021:1-7.

Tulloch K, McCaul T, Scott TL. Positive aspects of dementia caregiving
during the COVID-19 pandemic. Clin Gerontol. 2021;45(1):85-6.
Spoorthy MS, Pratapa SK, Mahant S. Mental health problems faced by
healthcare workers due to the COVID-19 pandemic-a review. Asian J
Psychiatr. 2020;51:102119.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Page 11 of 11

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions




	Person-centered dementia care during COVID-19: a qualitative case study of impact on and collaborations between caregivers
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Background
	Methods
	Participants
	Data collection and analysis

	Results
	Re-acknowledgement of care priorities
	Rebuilding of relationships
	Re-recognition of trust
	Strengthening the close relationships
	Anxiety during COVID-19 pandemic
	Gap in perception
	Differences by participant characteristics and regions

	Discussion
	Re-establishing relationships among caregivers through prioritizing care for older PWD
	Implications for the development of support methods and systems for caregivers with  after COVID-19
	Limitation

	Conclusions
	Acknowledgements
	References


