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Abstract. [Purpose] The purpose of this study was to clarify the factors affecting the burden of family caregivers
of home-bound disabled elderly persons. [Subjects] Data were collected for 66 home-bound disabled elderly persons
(mean age of 81.4 £ 9.7) and their 66 family caregivers (mean age of 62.4 + 11. 5) who were living at home in Kobe
city, Hyogo. [Method] Capacity to perform ADL was assessed using the Barthel Index for the home-bound disabled
elderly persons. The care burden and health status of their family caregivers were also evaluated. [Results] There
was no significant correlation between ADL, the grade of care required for home-bound disabled elderly persons
and family caregivers’ burden. It was also revealed that the family caregivers’ burdens were determined by their
state of depression. [Conclusion] These results suggest that social and psychological supports are necessary to re-

duce the burden of family caregivers.
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INTRODUCTION

According to the 2011 White Paper on the Aging Society,
Japan’s aging shows no sign of slowing down. The elderly
population (65 years and over) increased to 29,580,000
people in 2010 compared to 29,010,000 people in 2009.
The population aging rate, which is the proportion of the
total population aged 65 years old or over, was 23.1%
in 2010 compared to 22.7% in 2009". In addition, the
Ministry of Health, Labour and Welfare’s interim report
on the Long-Term Care (LTC) Insurance program issued in
February 2011 states that 5,030,000 people are recognized
as needing care, and this figure is expected to continue
increasing®. At the same time, looking at families, changes
in social structure, including fewer children living with their
aged parents, have taken place resulting in an increase in
nuclear families and more women entering the workforce.
These changes have weakened family care and support
capacity, making it difficult for families to care for aged
members. For Japan, which has become an aged nation in
such a social environment, successfully providing home care
for the disabled elderly is a key challenge.

Given the circumstances, the Long-Term Care (LTC)
Insurance was started in April 2000. One purpose of the
establishment of LTC was lightening the burden imposed
on family caregivers. This, combined with maintaining
family caregiver quality of life (QOL), should improve the
QOL of the entire family, including elderly disabled care
recipients. To achieve this, the family and society must
clarify the division of their responsibilities and functions and
continue to assume their responsibilities during the process

of families surrendering their care responsibilities to society.
To achieve this, determining caregivers’ caregiving burden
and clarifying factors relating to this burden, in addition
to understanding care recipient conditions, and working to
reduce caregivers’ caregiving burden, are important. Some
studies have addressed the caregivers’ burden imposed on
people taking care of home-bound disabled elderly persons,
including Kawamoto’s study that examined the relationships
between activities of daily living (ADL) and the psycho-
logical states of home-bound disabled elderly persons
and the burden felt by family caregivers®. Such studies,
however, are scarce.

In order to discover how family caregivers taking care
of home-bound disabled elderly persons can maintain the
quality of care life, we researched home-bound disabled
elderly person’s physical conditions and caregivers’
physical and psychological conditions, particularly the
caregiver’s burden. We analyzed and examined the current
caregiving burden felt by family caregivers caring for home-
bound disabled elderly persons and the factors that affect
this burden.

SUBJECTS AND METHODS

The subjects were 66 home-bound disabled elderly
persons (20 males and 46 females, mean age of 81.4 +
9.7 years old) who were receiving day-care services at
welfare facilities for the elderly requiring long-term care in
Kobe City and their 66 family caregivers (14 males and 52
females, mean age of 62.4 = 11.5 years old). Home-bound
disabled elderly subjects had no obvious dementia symptoms
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Table 1. Characteristics of the caregivers

Mean age 62.4 + 11.5 years (mean = SD)
Mean value (mean + SD) 36.1 £ 184
Total points on the ZBI Male (mean + SD) 29.8£15.7
Female (mean + SD) 375+ 18.8
Mean value (mean + SD) 4.5+3.1
Total points on the GDS-15 Normal (n %) 29 (44%)
Depression (n %) 37 (56%)
L . Yes (n %) 41 (62%)
Subjective health condition*
No (n %) 25 (38%)

*Did you impair health by nursing?

and were capable of answering the questionnaire. The
research covered the home-bound disabled elderly subjects’
physical conditions and caregiver subjects’ psychological
conditions and caregiver’s burden.

In advance, we approached the elderly disabled and
caregiver subjects through staff at the welfare facilities and
asked them to participate. When handing over the question-
naire form, we explained the purpose of this study and asked
the subjects to participate in writing. All the subjects all
agreed. Considering ethics, we explained to the subjects that
information obtained from the questionnaire survey would
only be used for this study, and that the information learned
would be confidential and would not be disclosed to any
third parties.

We gave the questionnaire form to facility users who
agreed to participate in the study. They returned the form on
their next visit to the facilities.

We asked the disabled elderly subjects their age, gender,
activities of daily living (ADL), care need level, and if they
had any problematic behaviors. We asked the caregiver
subjects their age, gender, their relationships to the home-
bound elderly disabled they were caring for, the caregiving
burden they felt, and their psychological and subjective
health conditions.

To assess the basic ADL of the disabled elderly subjects,
we used the Barthel Index (BI) modified pursuant to
Isogoda’s method in a questionnaire requiring respondents
to answer yes or no* 3. BI is widely used throughout the
world because of its convenience, accuracy and compre-
hensiveness. BI consists of the following items: feeding,
transfer (bed to chair and back), grooming, toileting, bathing,
mobility (gait / wheelchair), stairs climbing, dressing, bowel
and bladder continence. Each item is assessed with scores
of 0 to 15 points with a possible total score of 100 points. A
higher total score indicates that subject is more independent.

The Zarit Caregiver Burden Interview (ZBI)® was used
to assess the caregiving burden felt by the caregiver subjects.
Zarit, an American gerontologist, defines caregiving burden
as “Emotional, physical, social and financial problems
experienced by caregivers as a result of providing care to
their family members™”). There were 22 questionnaire items,
and each was assessed on a scale of 0 to 4. Scores were from
0 to 88 points. A higher score indicates that the caregiver
subject feels a greater burden.

The Geriatric Depression Scale (GDS-15)% 9 was used
to assess caregiver subject depression. The GDS-15 was
developed to assess depression. The total score ranges from
0 to 15 points. A total score of 0 to 4 indicates normal, 5 or
more depressive tendencies or depression.

Regarding the subjective health conditions of caregiver
subjects, we asked if they had ever felt ill due to providing
care, and the subjects answered yes or no.

From the results obtained, we examined factors that
affect the caregiving burden felt by caregivers. We divided
the caregivers into two groups by their burden level, gender
and if they had misgivings about their physical health, and
conducted the Mann-Whitney U Test on these groups. To
assess the relationships between the burden felt by caregivers
and care recipient age, ADL independence, care need level,
caregiver age and GDS-15 scores, we calculated Spearman’s
rank correlation coefficient. For statistical analysis, we used
Stat Soft’s statistical analysis software, STATISTICA.
Values less than 5% were considered statistically significant.

RESULTS

The 66 home-bound disabled elderly persons consisted
of 20 males and 46 females. Their average age was quite
high: 81.4 + 9.7 years old. As for the disabled elderly
persons’ ADL independence, their average BI score was
62.2+27.1 (15 to 100 points). Some required care and some
were independent. As for their care need level, 14 subjects
(21.2%) were classified as level I, 21 subjects (31.8%) as
level I1, 14 subjects (21.2%) as level I11, 6 subjects (9.1%) as
level IV, and 11 subjects (16.7%) as level V.

Regarding caregiver relationships with care recipients,
the caregivers consisted of 17 wives (25.8%), 26 daughters
(39.4%), 9 daughter-in-laws (13.6%), 10 husbands (15.2%), 2
sons (3.0%), and 2 other relatives (3.0%). Female caregivers
accounted for 79% of all caregivers. The average age of
caregivers was 62.4 = 11.5 years old, indicating that the
caregivers themselves were not young. Spouse caregivers,
wives taking care of husbands or vice versa, accounted for
41%, indicating the current situation of roro-kaigo, one
elderly person caring for another.

The caregivers’ average GDS-15 score, which indicates
their psychological functions, was 4.5 + 3.1. When classi-
fying the GDS-15 score of 0 to 4 as normal and 5 or more



as depressive tendencies or depression, 29 subjects (43.9%)
were classified into the normal group and 37 subjects
(56.1%) were classified into the depression group. More
than half of the subjects showed tendencies of depression.
As for the subjective health of caregivers, 41 subjects
(62.1%) answered yes to the question asking if they had ever
felt ill due to providing care, indicating that more than half
of all caregivers experienced ill health due to providing care
(Table 1).

The average caregiving burden score was 36.1 + 18.4 (4
to 73 points). The caregiving burden showed no statistical
correlation or difference with care recipient age, caregiver
age and caregiver gender. A weak correlation (r=-0.23,
p<0.05) was observed between the caregiving burden and
care recipients’ total ADL independence score. Although
there was a tendency for the caregiving burden to reduce when
care recipients’ ADL independence was high, the impact
of care recipients’ ADL independence on the caregiving
burden felt by caregivers was not strong. As for the relation-
ships between the caregiving burden and ADL items, the
caregiving burden was moderately or weakly correlated with
grooming (r=-0.33, p<0.01), dressing (r=-0.34, p<0.01),
and bladder continence (r=-0.43, p<0.01) (Table 2). No
statistical correlation was observed between the caregiving
burden and care recipients’ care need level (r=0.21).

A moderate positive correlation was observed between
the burden felt by caregivers and their GDS-15 scores
(r=0.54, p<0.01), indicating that caregivers felt a greater
caregiving burden when they became more depressed.

DISCUSSION

According to the 2010 Comprehensive Survey of Living
Conditions of the People on Health and Welfare conducted
by the Ministry of Health, Labour and Welfare, spouses
accounted for the largest percentage, 25.7%, of family
caregivers living together with care recipients, and they
were followed by children, 20.9%, and children’s spouses,
15.2%'9. The survey also reported more female caregivers
than male caregivers. Females accounted for 69.4% of
caregivers and males for 30.6%. Yokoyama et al.'D reported
that caregivers aged sixty years or older tend to have some
health problems. Murayama'? indicates that caregiver
aging and their health create problems. The average age
of caregivers in our research was 64.0 £ 13.7 years old,
which is not young, with spouses accounting for 35% of
all caregivers. These figures clearly indicate the roro-kaigo
situation. Female caregivers accounted for 79% of all
caregivers, and female caregivers provided most home care.
Sixty percent of caregivers had misgivings about their health,
and 56% of caregivers show depressive tendencies. We fear
that these background circumstances may make continuing
family care impossible in the future. Medical professionals
typically tend to place first priority on the person requiring
care. They tend to consider such person’s family members as
caregivers for the person, often expecting family members
to act as ideal caregivers. Medical professionals, however,
should consider the entire family, including the person
requiring care, as one functional unit. Professionals working

559

Table 2. Correlation between the burden of
caregivers (ZBI) and independence
in ADL (Barthel Index) of elderly
disabled persons

Barthel Index ZBI (1)
Feeding activity -0.16
Transfer activity -0.13
Grooming —0.33%*
Toileting —-0.16
Bathing -0.23
Gait / Wheelchair —-0.05
Stairs climbing -0.03
Dressing —0.34%*
Bowel continence -0.24
Bladder continence —0.43%*
Total —0.24*

*<0.005, ¥*<0.001

for home-bound disabled elderly persons must look at family
caregivers, as well as care recipients, assessing caregivers’
physical and psychological health correctly and approaching
them appropriately.

In this research, the average caregiving burden score was
36.1 points. Saito et al.!> and Washio et al.' reported 29.6
and 37.1 points, which are similar to our results. Caregivers
feel a burden. Concerning the relationship between care
recipient age and the caregiving burden, Maeda et al.!>
reported that caregivers caring for older care recipients
feel a greater caregiving burden. Tanigaki et al.'®) reported
that older caregivers feel a greater care-giving burden.
Obviously, care recipients are able to do less when they
age, making caregiving more burdensome. It is also obvious
that caregiving becomes more burdensome when caregivers
get older. Our results showed no statistical significance in
the relationships between the age of care recipients and
caregivers and caregiving burden felt by caregivers. Such
relationships, however, require further study.

Concerning the relationship between care recipients’ ADL
independence and caregiving burden, researcher opinion is
divided. Some studies report significant relationships and
some donot!”). In our results, a weak correlation was observed
between the caregiving burden and care recipients’ total ADL
independence score. Although the caregiving burden tended
to be lower when care recipients’ ADL independence was
high, the impact of care recipients’ ADL independence on
the caregiving burden felt by caregivers was not strong. This
suggests that care recipients’ ADL independence is a factor,
albeit a not very important one, in reducing the caregiving
burden. Increase in care recipients’ ADL independence does
not necessarily reduce the caregiving burden. As for the
relationships between the caregiving burden and ADL items,
the caregiving burden moderately or weakly correlated with
grooming, dressing and bladder continence, indicating that
the caregiving burden is reduced when care recipients are
more independent in these activities. The elderly disabled
subjects in our research are day-care service users. Helping
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elderly disabled subjects’ self-care activities in the limited
time before they leave home for day-care services may
increase the caregiving burden felt by caregivers. This
suggests that, in order to encourage disabled elderly persons
to go out, establishing disabled elderly person’s self-care
independence and reducing caregiver burden are important.
For this purpose, self-help devices and welfare equipment
may be used.

Shigenobu et al.!® and Makizako et al.!) reported that
care recipients’ care need level is not reflected in caregivers’
caregiving burden. Also in our results, no positive corre-
lation was observed between caregiving burden and care
needs level. Although it is not clear from our results, this
may suggest, as indicated by Shigenobu et al.'®), that some
care recipients’ care need level is too low. Despite the great
caregiving burden they cause, care assistance services
their families receive do not sufficiently compensate the
caregiving burden. The current recognition system assesses
the care need level based on the time theoretically required
for care and fails to consider the caregiving burden. Closely
studying factors affecting the caregiving burden imposed on
family caregivers, and improving the recognition system so
that it also considers factors making the caregiving burden
greater will be important, because one of the reasons for
establishing the Long-Term Care Insurance System was
lightening the burden imposed on family caregivers.

Asami et al.?? reported that depressive tendencies are
observed in caregivers feeling greater caregiving burden.
Our results agree with those of Asami et al., indicating that
caregivers with greater caregiving burden have a greater
tendency to become depressed. Listening carefully to
caregivers to understand what they think is burdensome in
caregiving, adjusting caregiver relationships with patients
so that they can establish and preserve good relationships,
and assisting caregivers by reducing their psychological and
physical caregiving burden are required.
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