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Abstract: Background /Objectives: This study investigates the challenges faced by family caregivers of
individuals with dementia in Japan, particularly in the context of the COVID-19 pandemic. Methods:
We conducted a cross-sectional survey of 500 family caregivers of patients with dementia. Results:
56.4% of caregivers reported an increased caregiving burden, primarily due to extended caregiving
hours, reduced access to public services, and restrictions on social interactions. This study found a
strong preference for formal support, with 75.4% of caregivers desiring access to more comprehensive
services. However, 19.4% of dementia patients were not utilizing any public services, largely due to a
mismatch between available services and caregivers’ actual needs, as well as societal resistance to
inviting formal support into the home. Informal support systems, such as dementia family groups
and cafes, were well-known, but participation rates remained low (5.4% and 5.8%, respectively),
despite the potential benefits for reducing stress and providing emotional support. Key barriers
included privacy concerns, reluctance to engage, and logistical challenges such as inconvenient
access and time constraints. Conclusions: To mitigate the above challenges, this study recommends
expanding telemedicine and remote support services, improving awareness of available resources,
and offering flexible, tailored solutions to meet diverse caregiving needs. Additionally, increasing
financial support, enhancing public recognition of caregiver roles, and providing psychological
counseling and stress management programs are essential to alleviating both the emotional and
economic burdens placed on family caregivers during the pandemic.

Keywords: dementia; individuals living with dementia; family caregiving; nursing; formal support;
informal support; COVID-19

1. Introduction

The global demographic shift toward an aging population has led to a significant
rise in the number of individuals diagnosed with dementia, creating a pressing need
for effective caregiving solutions [1-5]. Caregiving for individuals living with dementia
encompasses physical, emotional, and economic challenges and is further complicated
by difficulties in accessing high-quality medical and caregiving services [6,7]. Significant
advancements have been made in research and caregiving innovation for dementia, yet
social stigma and misconceptions continue to create challenges for both individuals with
dementia and their family caregivers [8]. Consequently, continued efforts and support are
needed to further address these complex issues effectively [9].
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Japan, with its rapidly aging population, mirrors these global challenges and is wit-
nessing a dramatic increase in dementia cases [10-17]. The scarcity of trained caregiving
professionals raises concerns about the quality of care provided [12], while the high fi-
nancial burden of dementia caregiving further strains families. Additionally, inadequate
integration of medical and caregiving services complicates access to necessary support for
individuals living with dementia and their families [18]. Deep-seated societal misunder-
standings and stigma surrounding dementia lead to discrimination and social isolation for
those affected [19-21].

In response to these issues, Japan’s Ministry of Health, Labour, and Welfare introduced
the New Orange Plan in 2015, aimed at educating the public about dementia and supporting
those in need of care. This plan emphasizes the perspectives of individuals living with
dementia and their caregivers, providing a range of caregiving support services and social
assistance [22]. Despite these efforts, research has identified substantial challenges in both
formal and informal support systems for dementia care in Japan. For instance, studies on
person-centered care in group homes indicate that while staff may recognize the importance
of empathy in caregiving, they often struggle to consistently express it in practice [23].
Additionally, surveys of residential care facilities have identified a wide range of challenges
experienced by family caregivers, including physical, psychological, and economic strains
and social isolation [24-28].

The onset of the COVID-19 pandemic in late 2019 introduced new complexities, affect-
ing various aspects of caregiving, from increased infection risks to heightened caregiving
burdens [25,29-31]. Despite the disproportionate risks during the pandemic, a few com-
prehensive surveys have been conducted to assess the situation of individuals living with
dementia and their family caregivers [32-36]. Research on the challenges faced by family
caregivers during this unprecedented period is particularly scarce. Conducting a survey
under these extraordinary circumstances could provide valuable insights into the current
challenges and needs of family caregivers, potentially informing improved support and
policy measures.

In Japan, formal and informal support systems are crucial for dementia care, yet
research on their challenges remains limited. Investigating the state and issues of these
support systems during the COVID-19 pandemic can contribute to solving problems and
improving the quality of family caregiving. Therefore, we conducted a cross-sectional
survey among family caregivers of individuals living with dementia in Japan to examine
the current state and challenges of formal and informal support, explore caregiving issues
and solutions, and gather foundational data for future improvements and policy measures.

2. Materials and Methods
2.1. Participants

To comprehensively investigate the circumstances of and support mechanisms for
family caregivers of individuals living with dementia amidst the pandemic, we conducted
an internet-based questionnaire survey (a web survey) during the fiscal year 2021 [37,38]. The
survey participants were scattered across all regions of Japan, from Hokkaido to Okinawa
prefectures. This survey was conducted following a screening survey of 10,000 individuals,
in collaboration with a contracted research company, using a master sample of 500 internet
monitors who agreed with the survey’s purpose. Participants included patients diagnosed
with dementia at levels above mild cognitive impairment (MCI) by medical institutions.
Participants in this study did not receive any financial or other forms of compensation.

2.2. Sampling Method

The sex ratio (male—female) of the study population was approximately equal, with
50 participants randomly selected from all age groups except those >70 years. To ensure
homogeneity in respondent demographics, we implemented random adjustments within
distinct age groups (20-30s, 40s, 50s, 60s, and 70s and above), resulting in an approximate
distribution of 100 respondents per age category [2]. While ensuring equal age distribution
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and gender ratio among the sample can lead to drawbacks, including reduced external
validity and resource inefficiency, our study prioritized benefits such as securing repre-
sentativeness and reducing bias. Our sample comprises an equal distribution of men
and women; however, it is not fully representative of the general Japanese population.
Therefore, findings should be interpreted within the context of this specific sample.

2.3. Survey Content

To alleviate the respondents’” burden, we streamlined and simplified the survey ques-
tionnaire, incorporating 25 items from the “Survey on the Actual Situation of Caregiving
by General Citizens for Family Members with Dementia” (Table 1) [17,23,39].

Table 1. Questionnaire items concerning “Welfare services currently used by people living
with dementia”.

Question Numbers

Question Contents
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24
25

How many years of caregiving experience did the caregiver have?
What was the relationship between the caregiver and the person living with dementia?
What was the caregiver’s occupation?
What was the age of the person living with dementia being cared for?

How many family members were currently co-residing with the person living with dementia?
What was the degree of independence in the current daily life of the person living with dementia being
cared for?

What welfare services were currently being used?

What were the reasons for not utilizing public services or support?

Whom did you consult when you first noticed signs of dementia in the family member?

How many hours per week are you involved in caregiving?

Do you have any collaborators/partners in caregiving?

What kind of public support do you think would be helpful to continue caregiving?

Are you aware of dementia family support groups or dementia cafés?

Where did you first learn about gatherings for families dealing with dementia?

What were your reasons for not considering participation in dementia family gatherings, despite being
aware of them?

What benefits do you think you have gained from participating in family support groups or
dementia cafés?

Did your caregiving environment change owing to the spread of the novel coronavirus (COVID-19)?
Did your caregiving burden change owing to the spread of the novel coronavirus (COVID-19)?
What kind of public support do you hope for in response to the spread of the novel coronavirus
(COVID-19)?

Do you desire activities by community support organizations in response to the spread of the novel
coronavirus (COVID-19)?

If caregiving is under the New Orange Plan, is providing care at their familiar home the best option for
the family?

If caregiving is under the New Orange Plan, is it best to receive public welfare services and provide care
at home?

If caregiving is under the New Orange Plan, is it best to place the person in a facility by entrusting
professional caregivers?

If caregiving is under the New Orange Plan, is it best to provide care while moving between a facility
and home?

If caregiving is under the New Orange Plan, what are the other considerations? (provide specific details)

2.4. Data Collection

The online survey was conducted in October 2021, considering the persistent impact
of the pandemic that commenced in 2019. To facilitate comparison and analysis with tradi-
tional situational surveys, we employed, to the extent possible, similar questionnaire items
as used in conventional surveys. The execution of the web survey was entrusted to Survey
Research Center, Inc., a reputable private research firm. The respondents were explicitly
assured that the survey results would be exclusively employed for academic purposes,
with individual responses safeguarded from disclosure, ensuring the confidentiality of their
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data. They were only requested to provide information about their residential location, age,
and gender.

2.5. Data Analysis

The responses garnered through the questionnaire survey were systematically ag-
gregated by item, facilitating the calculation of response frequencies and percentages. A
chi-square test was employed for goodness of fit, with the pre-established significance level
(p) set at 5% (p < 0.05) to assess the statistical significance of response percentages. The
p-value was expressed using exponential notation, as necessary.

2.6. Definitions of Formal and Informal Support

In this study, formal support was defined as assistance provided by public organiza-
tions or specialized institutions. Typically, it involves systematically and institutionally
structured services, encompassing support from medical facilities, care institutions, and
social welfare agencies. Contrastingly, informal support is assistance rendered by indi-
viduals within the general populace and members of the local community. Unlike formal
support, it does not involve intervention from public institutions or professionals; rather,
it is rooted in personal relationships and community ties. This category predominantly
includes support from family members, friends, neighbors, and local volunteers.

Within this study’s framework, support was broadly categorized into two distinct
groups: “formal support” and “informal support”, encompassing services covered and not
covered by long-term care insurance, respectively.

In this study, the “dementia café” referred primarily to a form of informal support
operated by family associations, social welfare corporations, and nonprofit organizations.
It serves as an information-sharing and exchange salon where individuals living with
dementia and their families gather.

2.7. Ethics Approval

This research was conducted with the explicit approval of the Sports Science Research
Ethics Committee of Tsukuba University (Approval number: Tai 021-11). All participants
provided written informed consent to participate in this study and have their data published
in the manuscript.

3. Results

We obtained responses from 500 individuals (272 males: 54.6%; 228 females: 45.4%),
with caregiving experience of individuals living with dementia via a web survey (Table 1)
administered in 2021.

Regarding their general familial relationship with the person living with dementia,
48.2% of caregivers identified as mothers, 15.6% as fathers, 12.8% as grandparents, and
10.2% as stepparents. However, among those currently residing with the person living
with dementia, caregiving was primarily undertaken by sons or daughters (60.4%), spouses
(38.2%), or grandchildren (15.2%), highlighting the closer kinship typically seen in co-
habitation settings. Although cohabitation with adult children was prevalent, situations
involving cohabitation and interaction with younger generations, such as grandchildren,
were also observed.

Regarding the impact of COVID-19 on caregiving burdens, participants reported an
increase in various burdens, with 56.4% indicating some form of increased burden (Figure 1)
(p = 5.23 x 10~ !%) (exponential notation). While 56.4% of caregivers reported an increased
burden during the COVID-19 pandemic, 43.6% did not experience this increase. Although
we collected data on various caregiving factors, no significant associations were identified
between resilience to increased burden and specific support services or circumstances,
such as the use of non-public support. These burdens included increased caregiving time
owing to self-quarantine, resulting in a loss of personal free time (27.8%), disruptions in
daily routines leading to health issues (24.6%), and for 22.0% of respondents, either the
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suspension of community activities or the inability to alleviate stress. Free-text responses
revealed concerns related to infection control measures, such as “the thoroughness of the
person living with dementia’s infection control”, the impact of behavioral restrictions, such
as “restrictions on visitors from other prefectures”, and interruptions in service utilization,
such as “caregivers from other prefectures being treated as visitors, making it very difficult
to receive visits from helpers or care managers”. During the COVID-19 pandemic in
Japan, there were government-imposed travel restrictions between prefectures to reduce
the spread of infection, which significantly limited essential support services. This led to
difficulties in caregivers’ ability to receive visits from helpers or care managers from other
prefectures. Additionally, descriptions of changes in the condition of the individual living
with dementia, such as “the disruption of the family’s daily routine due to COVID-19,
resulting in the rapid progression of dementia”, and the impact on employment, such
as “the lack of caregiving support during periods when facility usage was not possible,
prevented me from working”, were mentioned.

Increased some 56.4
burden.
No significant change. 43.6
0 20 40 60 80 100

Unit (%)

Figure 1. Response rate regarding increased care burden during the COVID-19 pandemic (p < 0.01).

Regarding caregivers’ preferences for the caregiving environment, 54.2% expressed a
preference for “at their familiar home” (p = 2.19 x 10~2%), based on the Ricardian scale of
the Four Principles Law (multiple choices allowed). Similarly, 65.8% expressed a preference
for “caring for their family at home using welfare services (e.g., visiting services and day
care facilities)” (p = 1.15 x 10~4), 54.4% preferred “entrusting caregiving to professionals
in a facility” (p = 1.09 x 107%°), and 51.6% favored “alternating between a facility and
home” (p = 1.71 x 10~4).

Regarding “Welfare services currently used by the person living with dementia”
(multiple choices allowed), 58.2% used day care services most frequently, followed by
19.4% who did not use any public services and 16.2% who used short-stay residential care
(short-stay) (p = 6.97 x 10-2%%) (Figure 2).

Day Care Services. 58.2
Not using public services.

Short-Term Residential Care (Short Stay).
Day Rehabilitation (Day Care).

Home Nursing.

Home Care.

Home Bathing Assistance.

Home Medical Examination.

Home Rehabilitation.

Night-time Home Care.

Other services being used.

0 20 40 60 80 100
Unit (%)
Figure 2. Response rate regarding welfare services currently used by people living with dementia
(multiple responses allowed) (p < 0.01).

Although a minority (19.4%), some caregivers did not use public services. Their
reasons for not utilizing public services included its offerings not aligning with family
preferences (26.8%), resistance to using welfare services (24.7%), difficulty in understanding
the application process (23.7%), and the reluctance of individuals living with dementia
(11.3%) (p = 0.0075) (Figure 3).
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Support is predetermined and does not align with the family’s wishes.

Resistance to receiving welfare services.

Anxiety due to the low qualifications of the staff member in charge.

Difficulty understanding the application process.

The person with dementia dislikes it.

Not deemed necessary.

Other.

0 20 40 60 80 100
Unit (%)

Figure 3. Response rate regarding reasons for not using public services (multiple responses allowed)
(p < 0.01).

Concerning the “Initial consultation source when noticing the person living with
dementia’s symptoms”, 32.2% consulted their family physicians, 26.2% family members
living with or separately from the person living with dementia, 21.8% dementia specialists,
14.4% welfare-related agencies, 1.6% did not consult anyone, and 0.4% consulted local
family support groups (p = 6.61 x 10~72). Regarding the question, “What kind of public
support would be beneficial to continue caregiving?” (multiple choices allowed), 61.6%
preferred having access to a consultation service whenever they needed it, 55.2% favored
measures to alleviate financial burdens, and 44.2% preferred customized support tailored
to their specific caregiving circumstances (p = 2.22 x 10~%) (Figure 4).

Accessible consultation whenever faced with caregiving challenges.

Customized support strategies based on caregiving situations.

Places to learn about disease knowledge and caregiving methods (lectures, counseling
sessions, etc).

Platform for caregivers to exchange information.

Development of specialized institutions
(hospitals, facilities, relevant agencies, etc.).

Public education and awareness campaigns about dementia (enlightenment against
prejudice and discrimination).

Enhancement of education for caregiving professionals.

Measures to alleviate economic burden

Enhancement of caregiving leave systems and support for job continuity. 28.8

Continued support until the end-of-life care 39.4

Other. 3.0

0 20 40 60 80 100
Unit (%)
Figure 4. Response rate regarding desired types of public support to continue caregiving (multiple
responses allowed) (p < 0.01).

In the section titled “Support desired for coping with the spread of COVID-19” (both
official and unofficial support, multiple choices allowed), 75.4% of respondents expressed a
desire for official support, with 45.4% favoring the implementation of caregiving support
services. Emergency measures for COVID-19-infected older individuals living with demen-
tia were favored by 39.6%, and financial support for COVID-19 prevention was desired by
38.4% (p = 5.82 x 10~ 78) (Figure 5).
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Figure 5. Response rate regarding desired support for the spread of COVID-19 (official and unofficial)
(multiple responses allowed) (p < 0.01).

Conversely, regarding “awareness of meeting places for dementia families, such as
dementia family groups and dementia cafés”, 60.8% were aware of dementia family groups
(p = 1.37 x 107°), and 56.0% were aware of dementia cafés (p = 0.0073). However, only 5.4%
and 5.8% of caregivers participated in dementia family groups and cafés, respectively.

When asked about the “Source of information that led to awareness of meeting places
for dementia families” (multiple choices allowed), 40.2% cited comprehensive community
support centers, 38.0% mentioned municipal or village public newsletters, and 23.0% re-
ferred to daycare services (p = 3.93 x 10~°%). Additionally, when asked about the “Effects
of participating in dementia family groups or dementia cafés” (multiple choices allowed),
62.5% reported reduced stress due to participation. In comparison, 56.3% claimed to have
gained knowledge about dementia (p = 1.81 x 10~7) (Figure 6). In contrast, when asked
about the “Reasons for being aware of meeting places for dementia families but not intend-
ing to participate” (multiple choices allowed), the most common reason was resistance to
caregiver gatherings (31.9%), followed by a lack of understanding about the content (28.2%)
and not experiencing significant caregiving difficulties (27.3%) (p = 1.86 x 10~ 19).

Participation reduced stress. 62.5
Increased knowledge about dementia.
Motivation for caregiving increased.
Made empathetic friends for discussion.

Obtained information on social resources, etc.

Gained confidence in my caregiving approach.

Other.

0 20 40 60 80 100
Unit (%)

Figure 6. Response rate regarding the effects of participation in dementia family associations and
dementia cafés (multiple responses allowed) (p < 0.01).
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4. Discussion

The purpose of this study was to conduct a cross-sectional survey of family caregivers
of individuals living with dementia in Japan, investigating the current state and challenges
of both public and non-public support and exploring issues and solutions related to family
caregiving. The results revealed an increase in caregiver burden during the COVID-19 pan-
demic, a high diversity of needs for public support, and a low utilization rate of non-public
support despite high awareness. The questionnaire survey conducted in this study targeted
family caregivers of individuals living with dementia, offering the advantage of rapid data
collection [37]. However, caution is necessary owing to potential biases in sampling, the va-
lidity of questionnaire items, and respondents” anonymity [38]. In this survey, respondents’
ages ranged from those in their 20s to those aged >70, with nearly equal representation,
suggesting minimal sampling bias. In 2016, Japan’s sex distribution of family caregivers
aged >15 years was as follows: 2.78 million (39.7%) were male, and 4.21 million (60.3%)
were female, with females outnumbering males. However, in this survey, the participants’
sex ratio was kept nearly equal to solicit opinions from both men and women equally [39].
Moreover, many questionnaire items were selected based on previous research and were
believed to cover various aspects of the targeted phenomenon comprehensively [40,41].
Additionally, computer programs automatically processed respondent data without identi-
fying individuals, ensuring anonymity and objectivity. Consequently, survey results can
reasonably be assumed to validly analyze and examine the circumstances and challenges
faced by family caregivers depending upon the support environment.

In this survey, 56.4% of caregivers reported an increase in burden related to COVID-19.
The main factors included reduced free time due to increased caregiving hours at home
(27.8%), interruptions in daily life and resulting health issues (24.6%), and restrictions on
community interactions and reduced opportunities for stress relief (22.0%). In open-ended
responses, caregivers expressed concerns about infection prevention measures, mobility
restrictions, disruption of caregiving services, changes in the condition of dementia patients,
and work-related impacts. Studies on the psychological impact of COVID-19 on caregivers
have reported increased psychological burden, including heightened anxiety and depres-
sion levels due to pandemic-related stress [42]. These findings suggest that the increased
caregiving burden due to COVID-19 is primarily caused by increased caregiving hours, the
emergence or worsening of health issues, and restrictions on community activities.

Caregivers’ preferred caregiving environments varied widely, including home-based
care (54.2%), home-based care with welfare services (65.8%), professional care in facilities
(54.4%), and a combination of facility and home care (51.6%). These preferences indicate that
caregivers seek flexible support tailored to their individual circumstances rather than one-
size-fits-all solutions. Furthermore, professional support is essential for severely affected
dementia patients. These preferences significantly impact caregivers’ burden, highlighting
the need for specialized support for those with severe dementia.

Regarding the welfare services currently utilized by dementia patients, day care
services were the most frequently used (58.2%), followed by short-stay services (16.2%).
However, a certain percentage of patients (19.4%) did not utilize any public services. In
many developed countries, family caregivers of dementia patients have utilized various ser-
vices, such as home nursing services, dementia support, day care, and respite care centers,
even before the COVID-19 pandemic [1,2,4]. Japanese family caregivers also utilize these
services and comprehensive community support centers [13-15]. This survey indicates
that over 80% of individuals utilize public support, suggesting that a comprehensive care
system providing various services is crucial for family caregivers. However, barriers to
utilizing public support include a mismatch between the actual support and the needs of
dementia patients and caregivers (26.8%) and vague resistance stemming from societal
expectations and perceptions about inviting support staff into homes (24.7%) (p = 0.007).
Thus, support providers must carefully investigate and consider the preferences and needs
of dementia patients and caregivers when initiating formal support. It is also important to
reduce resistance and anxiety related to receiving support by enhancing societal recognition
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of dementia patients and caregivers while reducing prejudice. Furthermore, providing
detailed information about support facilities and services in an easily understandable and
relatable manner through various media, such as newspapers, municipal newsletters, the
internet, and social networking services, is also crucial.

As a response to the expansion of COVID-19, 75.4% of caregivers expressed a desire for
formal support, specifically for the implementation of support services (45.4%), emergency
measures for COVID-19 infection among patients with dementia (39.6%), and economic
support for infection prevention (38.4%) (p = 5.82 x 10~78). American family caregivers
desire online support and remote counseling [43], while Canadian caregivers seek remote
care, information provision, and respite care services. These data suggest that the primary
challenges for caregivers during the pandemic in Japan include reducing infection risk,
managing burdens related to infection prevention, addressing service limitations, easing
restrictions on facility admission, reducing social isolation and loneliness, and alleviating
economic burdens. To address these challenges, Japan’s public support strategy should
focus on developing a comprehensive community care system that effectively integrates
public and community-based resources to support caregivers. It is necessary to enable
family caregivers to receive remote medical services and counseling. Additionally, when
access to care facilities and day care centers is restricted, providing temporary home health-
care services and remote rehabilitation programs is crucial. Allowing family caregivers
to participate in remote caregiver support groups is also beneficial, especially when face-
to-face interactions among caregivers are limited. Moreover, providing psychological
counseling services and stress management programs is important to alleviate caregivers’
stress and isolation. At the same time, establishing a proxy caregiver support system to
prevent caregiver burnout is necessary [44,45]. To alleviate caregivers’ economic burden,
direct subsidies, expanded tax deductions, and support for taking caregiving leave are also
important economic support measures.

Although the recognition rate for informal support systems such as dementia family
groups and dementia cafes is high in Japan (60.8% and 56.0%, respectively), actual participa-
tion rates are extremely low (5.4% and 5.8%, respectively). Participation has demonstrated
certain benefits, such as information gathering, stress reduction, and emotional support.
For example, one respondent mentioned, “Talking to other families at the dementia family
group made me realize that my feelings and actions are normal, which gave me a sense
of relief.” On the other hand, some families do not utilize support, citing resistance to dis-
cussing personal problems with others, inconvenient transportation, and time constraints.
To overcome these challenges, it is important to strictly protect privacy, including personal
information and consultation content, and emphasize this protection to provide a safe envi-
ronment for utilizing support. Additionally, gradually introducing support and reducing
resistance to information provision when using support for the first time, while building
trust relationships, is also essential. Furthermore, offering support services through online
platforms, such as video conferencing and chats, to reduce caregivers’ geographical and
time constraints is effective.

5. Conclusions

This study aimed to conduct a cross-sectional survey on the current status and chal-
lenges of public and non-public support for family caregivers of individuals with dementia
residing in Japan and to explore issues related to family caregiving and possible solutions.

According to the analysis of responses from 500 caregivers, the COVID-19 pandemic
significantly increased caregiver burdens, specifically through increased caregiving hours,
disruption of daily life, and restrictions on community activities. Additionally, barriers
to using public support, such as discrepancies between family needs and the support
provided, as well as procedural difficulties, were identified. The need for economic support
and personalized assistance was emphasized. Furthermore, although the awareness of
non-public support was high, its utilization rate was low, highlighting the need for specific
measures to enhance engagement and promote the use of these resources.
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deepen the understanding of the diverse aspects of family caregiving. Longitudinal studies
are needed to clarify causal relationships, and research evaluating the effectiveness of
caregiving support measures tailored to specific needs of caregivers should be conducted.
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