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Table 1 Characteristics of participants by age group and driving status

A. Arai ef &l

Missing data: six data points (a), 65 data points (b), 37 data points (¢}, and 27 data poinis .

useful as an ID card’ (27.2%). The reason ‘Loss of a
motivating factor in my life’ was significantly more
common among the older drivers than among the
younger drivers, even after adjusting for potential
confounders. Moreover, compared with the younger
drivers, the older drivers appeared to be concerned
about ‘Loss of something T enjoy’ (p == 0.05) and “Loss
of a hobby’ (p = 0.08) after driving cessation, although
these reasons were not significant.

Discussion
The present study clearly demonstrated the disparities
in perceptions about driving in a sample of the

Japanese general public.

Table 2 Perceptions of driving among the general public

Perceptions about driving varied according to the
respondent’s driving status. Irrespective of age group,
drivers tended to believe that driving was a deserved
right, whereas non-drivers were less likely to think so.
Further research is needed regarding why the difference
in perceptions existed. These different perceptions are
nonetheless thought to be a cause of possible conflicts
among family members or stakeholders; those drivers
who perceive driving as a right may firmly refuse to
give up driving or even rigidly adhere to continuing to
drive. These results also indicate that drivers and non-
drivers may have a different understanding of “driving’.
Therefore, it is necessary for the general population,
irrespective of driving status, to promote a more
precise recognition of current driving license regula-

2One missing data point for the older non-drivers and two missing data points for the younger non-drivers.

bealculated by multiple logistic regression model including age group/driving status, gender, place of residence, education, annual bouschold income, livin
> by pie 10g 81 g age g ¥ g

arrangement, and employment status. i

Copyright © 2010 Johu Wiley & Sons, Ltd.
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Table 3 Possible reasons for reluctance to stop driving among frequent drivers (muoltple answers)

“One m

g data point for the older drivers and two missing data points for the yoanger drivers.

%0dds ratio (OR) was adjusted for gender, place of residence, education, annual household income, living arrangement, and employment status by multiple

fogistic regression model.
*p < (.03

tions to close the perception gap and for the sake of
public safety.

QOur study also showed that among the frequent
drivers in both older and younger groups, most of the
reasons for reluctance to stop driving were related to
the possible loss of personal mobility (shown in
Table 3). Our finding partly supports Freund’s view
(Freund and Szinovacz, 2002) in which decisions to
stop driving were associated not only with competence
but also with the availability of alternate transportation
opportunities. In addition, a previous study regarding
family caregivers of dementia patients by Mizuno ef al.
{2008) showed that family caregivers cited alternative
transportation, and in particular the availability of
family caregivers or other family members who could
drive instead of the patient, as essential to facilitate the
cessation of driving. It has also been reported that the
availability of transportation services was a key factor
in allowing older people to keep attending social
activities and maintain autonomy {Roper and Mulley,
1996:; Dickerson er af., 2007; O'Neill, 2007). It is clear
that alternate transportation is needed to facilitate the
smooth transition to another form of transportation
after driving retirement and prevent older people from
experiencing restricted mobility. Although availability
of a mass transit system varies between rural and urban
areas in Japan, a bus or community bus {one that
circles around the area) has been developed as a
practical form of transportation to enhance the
mobility of the residents and is expected to support

Copyright © 2010 John Wiley & Sons, Ltd.

those who have stopped driving as well as their family
members. ,

We found a significant difference between the older
and younger age groups with respect to the reasons for
reluctance to stop driving. The older drivers were more
likely to value the qualitative aspects of driving, for
example, driving as ‘a motivating factor in my life’,
‘something I enjoy’, and consider a ‘hobby’. It appears
that driving is regarded not only as a mode of
transportation but also as a meaningful activity for
older drivers. This might be related to the findings of
another study in which 93% of drivers diagnosed with

to their quality of life (Adler and Kuskowski, 2003).
Both practical and qualitative aspects of driving can be
important factors in maintaining independence among
older people.

These noticeable reasons for reluctance to stop
driving may be related to the negative consequences of
driving cessation among older people or people with
dementia cited in previous reports: increased depress-
tve symptoms (Marottoli er al., 1997; Fonda ef al.,
2001; Ragland er al., 2005), decreased out-of-home
activity levels (Marottoli e al., 2000), difficulties in
accessing social and recreational services (Taylor and
Tripodes, 2001}, and increased risk for entry into a
nursing home (Freeman ef al., 2006). We therefore
suggest that more attention be devoted to not only the
problem of decreased mobility but also alternatives to
the qualitative aspects of driving. One possible

Imt § Gerigtr Psychiarry 2010; 25: 1239-1245.
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alternative would be to increase opportunities for
participating in leisure, physical, and social activities
and social services, which could help older people find
something else to ‘motivate them in their lives’, ‘enjoy’,
and have as a ‘hobby after driving retirement.
Moreover, to seck appropriate alternatives for indi-
viduals, family members, and stakeholders should
communicate with the older drivers early in the process
of driving cessation to try to better understand what
‘driving activity’ means for them.

The limitations of this study should be noted.
Although our study sample was selected from a
research panel based on national statistics using a
quota sampling method, a certain amount of selection
bias was unavoidable. In addition, we categorized the
respondents into two groups of driving status: drivers
and non-drivers. However, we did not know if the non-
drivers group included former drivers who had
returned a driver's license and stopped driving. A
self-administered questionnaire, as used in this study,
can represent another information bias. Perceptions
about driving were not sufficiently explored by the
closed-ended format in the questionnaire; thus, the
results should be carefully interpreted. We did not take
into account in the analyses whether the licensed
drivers had other drivers to provide transportation.
Instead, we used living arrangement as a confounding
factor related to the availability of alternate drivers that
could be controlled in the analyses.

Despite these limitations, our findings provide
useful insights into the possible family or social
barriers to driving cessation in the case of drivers with
dementia. As observed in the present study, the
disparities in perceptions about driving may cause
conflicts among stakeholders with respect to when
dementia patients should have their licenses revoked. It
is thus important to facilitate general public involve-
ment in considering the public health issue of driving
and dementia, closing the perception gap and
developing strategies to better address the difficulties
related to driving cessation as a whole society.
Moreover, in addition to practicable transportation
alternatives, the qualitative aspects of driving should
also be paid more attention when preparing altern-
atives. In this way, the goal of more effectively meeting
the needs of retiring drivers while also allowing them to
maintain autonomy can be more easily achieved.
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INTRODUCTION

Abstract

The ever-increasing population of oider people with disabilities, including
dementia, has been accompanied by a corresponding growth in the number
of family caregivers, who are themselves at risk of developing mental and
physical health problems. As a result, the need for practical and effective
approaches for alleviating caregiver burden has become a major public
health concern. One approach involves the development of public policy
initiatives to allow the caregiver burden to be borne partly by society as a
whole, rather than falling solely on individuals. In 2000, Japan introduced a
National Long-Term Care (LTC) insurance scheme that requires adults over
the age of 40 years to pay compulsory monthly premiums, with one aim of
the program being to reduce caregiver burden. The present paper reviews
the effects of this scheme on caregivers’ and the general public’s perception
of caregiver burden and assesses what other measures are needed to further
reduce and/or prevent burden. Drawing on recent studies, four questions are
addressed: (i) have caregivers’ attitudes towards caregiving changed since
the implementation of the scheme; (i) do services provided under the
scheme alleviate caregiver burden; (jii) what are the general public’s attitudes
to and understanding of family caregiving; and (iv) what is the general
public’s level of understanding of dementia? Results from recent studies
suggest that the LTC insurance scheme in Japan appears to be an effective
measure for alleviating the burden of caregiving among current family car-
egivers, but larger studies are needed to determine overall effectiveness.

its long-term care system will be used as an example

Worldwide, the number of older people with disabili-
ties is increasing; correspondingly, there have been
marked increases in the number of family members
providing assistance to these individuals. Care
demands can become stressful and exhausting,
especially in cases of dementia and other degenera-
tive conditions, and, as a result, family caregivers may
experience significant mental health problems, as well
as a deterioration of their own health. Thus, ‘allevia-
tion’ of caregiver burden has become a primary public
health goal in many countries.

In the present article, we explore initiatives to
‘prevent’ the burden of caregiving among those who
look after older disabled family members. Japan and

© 2011 The Authors
Psychogeriatrics © 2011 Japanese Psychogeriatric Society

of one approach to reducing burden.

A review of the literature suggests that there are
three common approaches that attempt to alleviate
or reduce the burden of caregiving among those
looking after older family members. The first
approach is to treat the symptoms and problems
of patients (care recipients) that are troublesome
for caregivers. An example would be to use medi-
cation to reduce the occurrence of behavioral
and psychological symptoms of dementia (BPSD),
which, of course, is a major risk factor for caregiver
burden. By targeting these problems in the patient,
treatment should also reduce the burden on the
caregiver.
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The second approach is to intervene with family
caregivers in a clinical or community setting to provide
resources that may alleviate the impact of BPSD and
other stressors. Examples of this approach would be
providing respite care or counseling programs for
caregivers. Some intervention studies, which have
applied the first two approaches, have proven effec-
tive for certain study populations. Notable examples
include Mittelman’s work on a counseling interven-
tion'® and the studies of Zarit et al. on the impact of
adult day care on caregiver burden.*®

The third approach is at the societal level. In this
approach new public policies would be established,
or current ones modified, so that a portion of caregiv-
ing burden is borne by society as a whole. In contrast
to intervening with caregivers and care recipients on
an individual level, this approach makes information
and resources more readily available for the whole
population, as well as for targeted groups of vulner-
able care recipients and their family caregivers. This
may remove the isolation that caregivers feel and
the stigma associated with using services. This
population-wide approach is exemplified by Japan'’s
National Long-Term Care (LTC) insurance scheme.

Japan has the world’s fastest aging population. It
also has a relatively high (but rapidly decreasing)
proportion of family members coresiding with older
parents. Thus, Japan’s experience in implementing a
national LTC policy may provide useful insights into
how to cope with increasing demands for family car-
egiving in other aging societies.

STUDIES OF THE EFFECTS OF THE
JAPANESE LTC POLICY ON CAREGIVING

To explore the impact of the LTC policy on family
caregivers and the wider population, the resulis of
four studies conducted by one of the authors (YA) and
her colleagues are described in this paper. The goals
of these studies were fourfold: (i) to ascertain whether
caregivers’ attitudes towards family caregiving had
changed from those held before the implementation
of LTC insurance; (ii) to investigate whether the use of
services provided under the LTC scheme alleviate
caregiver burden; (ili) to explore the attitudes of the
general public towards and their understanding of
family caregiving; and (iv) to determine the extent of
the general public’s knowledge of dementia. Prior
to the discussion of the details of each study, the
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current situation in Japan, including the LTC insurance
scheme, is briefly described.

The LTC insurance scheme in Japan

Japan is the fastest graying society in the world. By
2020, one-quarter of the population will be over
65 years of age.”

Traditionally, older Japanese people lived with their
children, particularly the eldest son and his wife. Car-
egiving emerged naturally under this arrangement.
This arrangement was an integral part of the Confu-
cian principles that were used to order families and
society. With modernization, these traditions are
changing rapidly. Over the past 60 years, the percent-
age of older people residing with their children has
been decreasing constantly in Japan, as well as in
other countries.® Rates of coresidence in Japan
started at a much higher level than in Western coun-
tries, and are still much higher, but the relative drop for
Japan has been substantial, from 80% in 1952 to
43% at present. In summary, the traditional normative
pattern of care in the same household is no longer
available for over half of Japan’s older residents. The
new residential patterns reflect the emergence of new
norms and values that are eroding the traditional
responsibility that daughters-in-law had for their hus-
bands’ parents. With women increasingly employed
outside the home, they are less likely to take on the
obligation to be the main care provider for their
in-laws, although they still may want to help their own
parents. In addition, some older people may prefer
maintaining their independence, rather than moving in
with their children. Thus, the change in residential
patterns, combined with other social changes and a
rapidly growing older population, complicates the
situation for caregiving.

The LTC insurance program was developed explic-
itly to address the changes in the age of the popula-
tion and in family structure. The LTC scheme covers
home-based and institutional care for those aged
65 years or older who require it. It also provides for
people over 40 years of age who have ‘age-related’
diseases, such as dementia. Municipal governments
are the insurers and the level of services is determined
by the clients’ severity of disability by using an index
called the Government-Certified Disability Index
(GCDI); under the LTC insurance program, care ser-
vices are allocated based on this GCDI.® One of the
most important features of this scheme is that the

© 2011 The Authors
Psychogeriatrics © 2011 Japanese Psychogeriatric Society
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extent of informal care available to clients is not taken
into account when eligibility is determined. For Japan,
this is an incredibly radical departure from the tradi-
tional belief that families are the prime resource for
long-term care.®

The LTC insurance scheme is financed by insur-
ance premiums and tax revenue. Half the funding
comes from premiums paid by people over 40 years
of age. The other half of the funding comes from
taxes.

We now turn to the four studies that address the
effects of the LTC insurance scheme on family car-
egivers and the broader population.

Attitudes towards family caregiving
among caregivers
The objective of the first study was to ascertain
whether caregivers’ attitudes towards family caregiv-
ing had changed from those before the implementa-
tion of the LTC insurance scheme.! Specifically,
family caregivers who looked after disabled elderly
served by a private agency in Osaka prefecture were
asked on two occasions about who should care for
disabled elders, once before the LTC insurance
scheme was implemented (in 2000) and then after the
scheme was in place (in 2001). The choices for
responses were family only, family and society, mainly
society, and society only. The responses showed
greater endorsement of the responsibility of society
for the care of older people in 2001 than in 2000. The
proportion of those who answered ‘mainly society’
increased from 12.4% to 22.8%, whereas those
responding ‘society only’ increased from 3.7% to
6.2%. These changes were statistically significant and
meaningful in a society with strong cultural traditions
of filial piety.

These results suggest that in a short period of
time the LTC insurance scheme had demonstrably
changed the attitudes of caregivers. More caregivers
came to believe that society must be involved in the
care of older people after the implementation of
_the LTC insurance scheme. There was a shift from the
traditional way of thinking that the care of disabled
older people falls to the family to the acceptance that
society must help in the care of disabled older people
in Japan.

This is one of the most meaningful changes initi-
ated by the LTC insurance scheme. The lesson here is
that many people may oppose change, fearing what it

© 2011 The Authors
Psychogeriatrics © 2011 Japanese Psychogeriatric Society

may mean, but come to accept a new program when
it proves useful.

Effectiveness of service use on reducing
caregiver burden
Because relatively few observational studies had been
conducted on the impact of home care services on
burden or other aspects of the caregiver’s experience,
the second study investigated whether the use of
services provided under the LTC scheme alleviated
caregiver burden.™

The study tested three hypotheses:

1. That the severity of impairment and the dementia

" among the disabled elderly increases the feelings

of burden among family caregivers and that
support from family members decreases burden.

2. That the amount of services used by older people
and their caregivers is affected by the severity of
dementia and deficiencies in activities of daily
living (ADL) among the disabled elderly and the
amount of support from family members.

3. Controlling for severity, that the use of care ser-
vices under the LTC insurance scheme serves
to reduce the feelings of burden among family
caregivers.

The study used data obtained from community-
dwelling disabled elderly and their principal family
caregivers. A structural equation model was used to
test the hypotheses. The model included the following
variables: age of the disabled elderly; the severity of
the ADL deficiency and behavioral disturbances; the
use of formal (public) care services; support from
family members; and feelings of burden among family
caregivers. After adjusting for the severity of impair-
ment, it was found that greater service utilization
under the LTC insurance scheme was associated with
less caregiver burden (Fig. 1)."

These findings suggested that care services pro-
vided under the LTC insurance scheme had been suc-
cessfully reducing burden among family caregivers.
This study was one of the first to show that the use
of services can reduce caregiver burden in a non-
experimental setting,'? that is, in a real community
setting. More studies of this type are needed to
expand our understanding of how services provided
under the LTC insurance scheme may be helping
family caregivers.
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ADL deficits
Severity of
dementia and BPSD

Support from
caregiver family
members

Caregiver ' y
burden (J-ZBI) /°

-0.33

~~ Utilization of care
services _

Figure 1 Structural model of the caregiver burden for family car-
egivers. Controlling for severity, the use of care services under the
National Long-Term Care (LTC) insurance scheme serves to reduce
the feelings of burden among family caregivers (x? = 34.46; d.f. = 26;
P =0.12; adjusted goodness of fit index (AGFI) = 0.85; comparative
fit index (CFl) = 0.92; root mean square error of approximation
(RMSEA) = 0.06). J-ZBI, Japanese version of the Zarit Burden Inter-
view; ADL, activities of daily living; BPSD, behavioral and psycho-
logical symptoms of dementia.

Attitudes towards family caregiving among

the general public

The third and the fourth studies were targeted at the
general public and these studies were conducted with
a view that an understanding of the general public’s
perception of caregiving is indispensable if we are to
reduce ‘caregiver burden’ at the societal level.

The goal of the third study was to explore how the
general public in Japan feels about caring for older
people at home."”® Participants in the study were
asked to report to what extent they agree with the
following statement: ‘Caring for older people at home
can be a greater burden on family caregivers than at
care facilities.” It was revealed that 85% of the Japa-
nese general public believes that caring for older
people at home is a great burden on family caregivers.
This indicates a high level of concern and although we
do not have data on similar concerns prior to the
implementation of the LTC insurance scheme, it would
seem that the LTC insurance scheme has yet to allay
apprehensions about caring for older family members
among the general public in Japan.

One possible explanation is that this ‘expected
burden’ would be a lack of familiarity with the LTC
insurance scheme among the general public. There-
fore, we asked whether respondents knew how to use
the services provided under the LTC insurance
scheme. More than 60% of the general public did not
know how to use the program and another 17% were
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not sure if they knew how to use the program.'® More-
over, the proportion of people who did not know how
to use the program was higher among those younger
than 40 years of age. People under 40 years of age
may not know much about how to use the LTC insur-
ance scheme because they do not pay the compul-
sory monthly insurance premium. Of course, they are
also less likely to be assisting a parent than are
middle-aged adulis. Nonetheless, increased under-
standing of the program in this age group could be
useful. Family caregiving can befall anyone; most
individuals are exposed to this risk or possibility of
becoming ‘a family caregiver’, and some people
under 40 years of age do take on this role. Thus, a
lack of knowledge about the services provided under
the LTC insurance scheme needs to be improved
and apprehensions regarding caregiving among the
general public need to be allayed, particularly in
younger generations. This lack of knowledge may
increase the difficulties these people may encounter if
they become caregivers or it dissuade them from
taking on the role of caregiver in the first place. Lack
of knowledge could also undermine support among
the general public of the LTC program.

Knowledge of dementia among

the general public

The objective of the fourth study was to determine the
extent of the general public’s knowledge of dementia
in Japan. We focused on dementia because of the
number of people affected, particularly at advanced
ages, and the considerable impact that dementia has
on the family. As with knowledge about the LTC insur-
ance scheme, knowledge about dementia represents
an essential component for recognizing and sup-
porting older people with this problem and their
caregivers. '

A ‘dementia knowledge’ survey was conducted tar-
geted at the general public across the country, aged
20 years or older. A self-administered questionnaire
was used to assess the level of understanding of
dementia among the general public. Specifically,

‘the survey comprised true-false assessments for 11

statements concerning dementia that addressed
the categories ‘general aspects’, ‘symptoms’, and
‘biomedical aspects including cause, treatment, and
prognosis’.

The following two points became clear from the
results. First, people understood the general aspects

© 2011 The Authors
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Some types of dementia are
caused by cerebrovascular
diseases.

Some types of dementia are
treatable.

Some types of dementia are

hereditary.

Dementia shortens life
expectancy after onset.

Figure 2. Knowledge of the ‘biomedical aspects of dementia’ in the general public aged 20 years or older (n = 2115). (%), correct answers;
(%), incorrect answers. The causes, treatment and prognosis of dementia were not well understood.

of dementia (e.g. the role of aging as well as symp-
toms of dementia). Second, the proportion of partici-
pants who showed proper understanding of items
regarding the biomedical aspects of dementia was
remarkably low; less than half the respondents gave
correct answers in this area of questioning. For
example, two of the items concerning heredity (cause)
and life expectancy (prognosis) were answered cor-
rectly by only 10% and 11% of the sample, respec-
tively. In addition, only 38% responded with the
correct assessment of the statement regarding treat-
ment for dementia (‘some types of dementia are
treatable’; Fig. 2). Overall, the causes, treatment and
prognosis of dementia were not well understood
among the general public, although the people gen-
erally knew about the role of age and types of symp-
toms manifested in dementia.'

This lack of understanding of dementia may
prevent people from preparing for possible social and
financial challenges if they become caregivers looking
after a disabled family member. Indeed, family car-
egiving can befall anyone: becoming a family car-
egiver is a possibility for most individuals. Similarly,
developing dementia can befall anyone.

To explore these findings further, we developed the
following hypothesis: people who have more knowl-
edge about dementia will be more likely to have done
some advanced care planning for themselves. We
examined the association between one’s degree of
knowledge of dementia and the proportion of those
who have made decisions regarding care preferences

© 2011 The Authors
Psychogeriatrics © 2011 Japanese Psychogeriatric Society

(i.e. advance care planning). For this study, we used a
representative sample of 2000 people.” We found
that less than 60% of participants had decided about
their care preferences on their own if extra assistance
was required, regardless of their level of under-
standing about dementia (Fig. 3). However, using a
Cochrane-Armitage test for trends, we found that
those with a better understanding of dementia were
more likely to have already decided their own care
preferences, should they need help in the future. In
addition, this relationship was significant even aiter
controlling for age and gender (Fig. 3)."

This result indicates that those who have sufficient
knowledge of dementia are more likely to decide their
own care preferences. This should allow them and
their family caregivers to be ‘more ready’ for any
social and medical challenges resulting from demen-
tia. Thus, dissemination of knowledge of dementia
among the general public is important because it may
lead to a reduction in, or even a prevention of, car-
egiver burden by allowing them to seek early diagno-
sis and the provision of proper care in a timely manner.

CONCLUSIONS

The overall conclusions from these studies are as
follows. First, preliminary studies suggest that
Japan’s National LTC insurance scheme appears an
effective measure for alleviating the burden of care
among family caregivers. The LTC insurance scheme
has involved the general public (those over 40 years of
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age) by sharing the burden of caregiving through the
compulsory payment of a monthly premium.

Second, the implication for other countries is that a
system of burden sharing at the societal level may
have a positive effect on reducing, and possibly pre-
venting, the burden of care of ‘present day’ care-
givers. More importantly, such a system can get the
general public accustomed to the idea of sharing the
burden of caregiving before any individual actually
needs assistance, although that has not happened as
much as it could have in Japan. Successful long-term
care programs in the Scandinavian countries are built
on long-standing cultural patterns of shared respon-
sibility (see Sundstrém et al.'®), but in countries such
as Japan, where the LTC insurance scheme reflects
changes in values, it may be important to combine
policy initiatives with public education. Such an
approach can be a useful strategy for preventing
burden because people are then more prepared to
become a family caregiver. In addition, it may encour-
age people to take on care responsibilities without
feeling that they will be overwhelmed by having to do
all the caring themselves.

Third, there are differences in the degree of appre-
hension felt about caregiving among different age
groups. This appears to be based on the age for
starting to pay the premium for the LTC insurance
scheme. Thus, dissemination of information should be
tailored to target different age groups in different
ways.

Fourth, policy makers should recognize that the
LTC insurance scheme contains effective measures
for reducing or even preventing caregiver burden at a
societal level rather than regarding it as only contain-

188

ing measures for reducing caregiver burden. Such
recognition could be used as part of a universal
primary prevention approach to provide education
about how the LTC insurance scheme can help people
meet caregiving responsibilities, if and when they
have to assume such a role.
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