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Doukyou & Kaigo
John Creighton Campbell

The first three years of Kaigo Hoken went more smoothly than many expected. The MHLW's forecasts.
of service provision and expenditures turned out to be roughly accurate. There was, however, one major
surprise: with the freedom to choose for themselves what kind of kaigo to receive, a very great
number opted for institutional rather than home care. As a result, there are now long waiting lists for
the limited number of institutional beds.

It is important to ask why this surprising development occurred, or in other words why the expectations
of MHLW officials and other experts were wrong. The implications for policy are considerable. So far
the response of the government has been to prioritize admissions to nursing homes (though not to the
other two types of institutions) on the basis of whether or not family care is available, as well as the
applicant’s physical and mental condition as represented by the youkaigodo.

This policy, while inevitable in the short run, is clearly a denial of a basic principle of KH, which
explicitly held that benefits would be available to everyone regardless of whether family care was
available. In practice it will mean that particularly in urban areas institutional care will be available
only to heavy-care people without families, which was precisely the situation under the old sochisei that
had been so widely criticized.

In the longer run, the government faces a difficult policy choice. If the current situation persists, it will
either have to build many more institutions, which would be very expensive, or else risk alienating the
public by demonstrating that, in fact, they do not have the free choice promised by the KH system and
cannot obtain the services they want despite having paid KH premiums.

WHY THE HIGH DEMAND FOR INSTITUTIONS?

A better alternaive would be to find some way to reverse the current trend of high demand for
institutional care can be reversed. For that to be possible, it is imperative that the cause of the
surprisingly high demand be understood.

In a series of interviews in Tokyo and in Touhoku, I posed this question to government officials and
service providers, and also drew on interviews of caregivers and older people carried out by my wife Ruth
Campbell and others [connected with the xxx research project].. I heard two kinds of explanations for
the phenomenon.

The first explanation is that community-based services are still inadequate. The argument follows that
when true 24-hour care becomes available, including ample use of short-stay and day care/service that
gives the caregiver some real respite, people would come to prefer having the older person continue at
home rather than going into an institution. This could be called an institutional explanation.

The other explanation is more pessimistic, and might be seen as a cultural explanation rooted in
assumptions that flow from the traditional Japanese family system. It was put to me most succinctly
by a high-ranking MHLW official, who wrote the following on a blackboard:

zaitaku saabisu = doukyo = kazoku kaigo

That is, the assumption among most Japanese is that these three elements come as a package.
Receiving in-home services means that the older person continues to live with his or her family, and that
the real burdens of care still fall on a child, a spouse, or—in what is always seen as the prototypical
case—the daughter-in-law. Community-based services are seen merely as a supplement that provides
only marginal assistance to the caregiver, whose fundamental plight would not really change until the
aging parent had been moved to an institution.

Incidentally, under this assumption, many people perceive the emphasis in the KH system on
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community-based care to be a deliberate plot on the part of the government to prop up and continue the
traditional Japanese family-care system as long as possible. This assertion is clearly incorrect. If the
MHLW wanted to preserve the traditional system of family care, it would have included an option for a
cash allowance in lieu of services.

According to public opinion polls at the time KH was being enacted, confirmed by current interviews,
this option was quite popular among the general public as well as with conservative politicians.
Moreover, exactly this policy had been followed by Germany when it started its KH system in 1995, and
many expected that Japan would imitate this precedent. That Japan did not is because the
predominant view among MHLW officials and many of the strongest supporters of the new program,
such as the “Committee of 10,000,” was exactly that the traditional pattern of relying on family care
should be demolished rather than propped up.

The officials and experts who took this view of the purpose of the KH system have been both gratified
and disappointed by how the system developed in its first three years. On the one hand, Japanese have
been willing to accept services—in fact, this had been obvious from the time of the Gold Plan in 1990.
On the other hand, usage of community-based services has been lower than many hoped, with users
taking an average of only 4? percent of the amount of services for which they were eligible at a given
level of entitlement. And they certainly have been disappointed that so many people have opted for
institutional care. After all, hardly anyone believes that nursing home life is a good idea for people
whose physical and mental condition would allow them to live in the community.

THE JAPANESE FAMILY SYSTEM

Above I referred to the second explanation of high demand for institutions as “cultural,” rather than the
“institutional” argument that it is just a problem of insufficient services. However, the second
explanation is “cultural” in a more sophisticated way than the common assertion that Japanese believe
in the traditional family system. My point is that people believe in it, in the sense that they believe it is
still dominant, but they do not like it and think of it as inherently oppressive.

This way of thinking has been around for a long time: it was in the 1960s that young salarymen had
yearned for a life defined as “kaa tsuki baba nuki,” and in the 1970s when older people flooded into
hospitals as soon as “free medical care for the elderly” (enacted in 1972) made it possible. Indeed, the
image of “obasuteyama” that is widely assumed to have been a characteristic of Japanese society
centuries ago (although there is no historical evidence that the practice of exposing old people to die was
actually widespread), indicates that this way of thinking may have deep roots.

Up until the early 1990s, of course, hardly any community-based services were available, at least for
older people who could receive family care. Older people might live on their own so long as they were
healthy, but when they became frail there was hardly any choice between an institution (more often a
hospital than a nursing home back then) and full-time dependence on a relative.

That this was seen as a black-and-white choice is clear in the commonly observed fact that, in Japan,
once the older person left the household to go to an institution, there was often very little contact with
the family that up until then had been so intimately involved in all aspects of the older person’s life.
Similarly, an older person who was living with one child often had little or no contact with the other
children. A caregiver was likely simultaneously to resent not receiving any relief for their burdens from
their siblings (or siblings-in-law), and to complain about “interference” when they made any attempt to
become involved. Kazoku kaigo and doukyo were inextricably bound together in people’s minds. This
assumption was not strongly shaken when extensive community-based services became available to
“normal” older people with the Gold Plan and then with KH.

Why is this assumption so strong in Japan? Perhaps one reason is that it is a reflection of a broader
social pattern, which years ago was called Japan’s “vertical society” by Nakane Chie. She argued that
Japanese are oriented to a particular place, a ba, of which the prototype is the household or je. As
evidence she pointed out that in a traditional household (particularly one with a small family company
or farm) non-relatives who had come as employees or servants would, after a decade or so had based,
come to be seen as regular family members, while on the other hand children who would not inherent
the business and who therefore left the household would, after some years had passed, not really be
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taken seriously as family members at all.

Whether or not one accepts this thesis—and in fact it has been widely disputed—there is no doubt that
the reification of the household has long been widespread in Japan, and that set of beliefs, in turn, is
closely related to the custom of older people and their children living together. Although the
doukyoritsu has been steadily decline so today less than half of the over-65 population lives with a child,
the proportion is still far higher than in all other rich nations. And it is the prevalence of living
together, and even more the assumption that this is the normal and dominant pattern, that has had such
a strong effect on how people think about caregiving.

Survey research indicates that in all countries, even those with highly developed long-term-care services,
most care for the frail elderly is provided by relatives, spouses of course when there is one who can do it,
but also children, frequently more than one. However, except for spouses, usually the caregiver does
not live in the same house as the person providing care. That makes an enormous difference. Even in
situations where the demands on the caregiver are very high, at least she can usually go home and
spend some time with her own family. Most caregiving most of the time will be a compartmentalized,
part time activity.

In Japan, caregiving tends to be perceived as an all-encompassing, never-ending burden of responsibility
and hard work. Even when the older person is not so frail or demanding, he or she is always around,
perhaps inhibiting the caregivers family life and other interests. Indeed, it has often been alleged that
daughters-in-law will deliberately not encourage their mothers-in-law to exercise or to get rehabilitation
after a stroke or accident precisely because home life is easier when she is safely in bed all day. Such
stories indicate that “oppression” is the appropriate word for this sort of caregiving situation.

It should be emphasized that the reality of caregiving in Japan is not as homogeneous, and indeed not as
bleak, as this portrayal. For one thing, much family caregiving is by spouses (including not a few men);
those burdens may be heavy but in many cases would not carry the image of dutiful involuntary
servitude of the yome-shutome relationship. Moreover, appreciable numbers of children and even yome
do find many positive aspects of caregiving; some have come to see it as a skilled profession and have
gone on to work in that field (for example, by studying for a home helper or care manager license) after
the older person has died.

However, my argument here is not based on whatever the reality of caregiving may be in Japan. It has
to do with perceptions, images, assumptions, and ideologies. So long as most people assume that
zaitaku service = living together = family care, they are likely to see institutionalization as the only
alternative even if their own real-life situations are not so dire. That, I think, is the main reason why
applications for institutions have been so much higher than expected.

WHAT IS TO BE DONE?

If this second explanation is correct, merely increasing community-based services even to the point of
genuine 24-hour care would not have much effect in decreasing the demand for institutionalization. It
might seem then that the best strategy would be too wait: to hold off from building many new
institutions, and hope that complaints about being denied access do not become too widespread in the
next decade or so. It is quite likely that attitudes are and will be quite different among the people who
are now in their 60s, many of whom will be frail ten years from now, as well as the generation now in
their 40s who in ten years will become responsible for caregiving. Not only are social norms (including
conceptualizations of what a family is and should be) changing in Japan, the next generation would have
become concerned with the problem at a time when community-based services are widespread and quite
accepted. Nore of them will probably see more nuanced possibilities between the black-and-white
choice between family caregiving and institutionalization.

Rather than simply waiting, however, the government might encourage older people to live
independently as a couple or even alone. That is the way the vast majority of older people live in all
other rich countries, and even in Japan, as noted above, today a majority of Japanese 65 live
independently. Unlike 20 or 39 years ago, this pattern is now seen as natural rather than strange.
However, this trend by itself cannot solve the problem, because many older people will not be able simply
to live independently in an ordinary residence until death. Many can expect an extended period in
which someone must provide some degree of care.
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In Europe and the United States, increasing numbers of people are dealing with this situation by moving
into some kind of residential facility designed for the elderly. As well as providing barrier-free living
environments with emergency buttons and so forth, in many cases they are designed to provide or assist
the provision of care services. These might be provided by the residential facility itself (in which case it
would resemble a Japanese yuuryou roujin houmu) or they might come from outside community-based
care agencies. A day-care/service location might be in the building or nearby.

Various terms are used for such residential facilities: sheltered or congregate housing, board-and-care
homes, continuum-of-care communities, and most often (at least in the United States) assisted-living
facilities. They have varied financial arrangements. The popularity of these living arrangements has
led to an actual diminution of the number of people in true institutions, such as nursing homes, in most
western countries.

In principle, at least, the Kaigo Hoken system should mean that assisted living should be relatively easy
to establish in Japan. Since the costs of care, and in particular the risk of future care, is borne by social
insurance, a company or non-profit organization can manage the facility essentially in terms of real
estate. The costs would not have to be higher than in an ordinary apartment building except perhaps
for a few social activities, such as provision of one meal a day in a dining room.

Japan does have a rising number of yuuryou roujin houmu which fulfill this function, but most so far
have been designed for a high-income market. They are also quite expensive for a municipality in that
KH pays the full gendogaku for a given Kaigo level rather than paying service-by-service. If a person
who had been living in the community and using the national average of 40-45 percent of his or her
entitlement moved to a yuuryou roujin houmu in the same locality, the burden on the local KH budget
would be increased considerably (although less than if the person moved into an institution).

Worse still, there is the possibility that people from outside the community will come to live in a yuuryou
roujin houmu or other attractive residential facility and would become residents who would be eligible to
receive KH benefits. That could mean higher insurance premiums. This point accounts for why
municipal governments are rather wary of building any sort of residential facility—a local official in
Touhoku said that the city had been approached by a private developer with such a residential facility in
mind, but asked him to wait for exactly that reason.

It would be very helpful if municipalities would take a positive rather than negative view of having new
residential facilities, particularly if built by private developers. Within the KH system, it is possible
that their incentives could be modified by some kind of fiscal readjustment (zaisei chousei) although it is
not clear how this could work. Another barrier is that for many years the responsibility for residential
facilities for the elderly has been divided between, originally, the Kensetsushou and Koureishou, and it
appears that the situation is much the same with the Kokudo Koutsuu Shou and Kouroushou.

If these barriers could be overcome, one could imagine a national program, carried out by local
governments, to offer modest construction and rent subsidies to private developers, subject to a minimal
set of regulations. Again, the developers themselves would not need to provide kaigo services
themselves, but they would be required to facilitate access by regular community-based agencies
including for-profit companies, on a competitive basis. This prospect should be very attractive to service
providers since, if they can attract a sizeable number of clients in a given development, they can serve
them very efficiently (e.g. a home helper would not have to travel between clients). Such efficiencies
could allow a closer approximation of 24-hour care without extra cost.

CONCLUSION

The current high level of demand for entering nursing homes is a serious problem for the KH system,
particularly since the new prioritized admissions system means that the wishes of many will be
frustrated. According to interviewees, in the community meetings (setsumeikai) held during the
planning process for both the first and second kaigo jigyou keikaku in all municipalities, the two
concerns most often voiced by residents were the amount of the insurance premium on the one hand and
whether or not institutional care will be available on the other. It is not difficult to connect these two
concerns, to ask why people should have to pay premiums at all when the services they want are not
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available—obviously a potentially serious political problem.

It is possible that our first “institutional” explanation for high institutional demand is correct, and
further development of community-based services will make them seem a viable alternative to
institutional care for more people. However, if the desire to enter institutions lies in a more
fundamental desire to have the older person out of the house—based on our second “cultural”
explanation in the sense that the assumption that living together is normal (albeit unpleasant) is rooted
in a set of deep rooted norms about the household—then further development of zaitaku services will not
do the trick.

It is certainly not clear that developing more old-age residences will solve this problem. In particular, it
is probably unlikely that many frail older people who are now living with a child would move to a
residential facility—a nursing home that would seem to take care of all possible problems would be more
attractive. However, if such residential facilities were available, it would structure people’s decisions of
how to live before they become frail. They might choose to move to such a facility before they become
frail. And in any case, such facilities would be an immediate and direct solution to the problem of older
people who are now living along or as an elderly couple, whose current quarters are so inappropriate
that even reconstruction would not make them a good place to live.

Finally, one would hope that as the custom of living independently (whether in one’s own home or a new
type of residential facility) becomes more widespread, we might see the development of what—to the eye
of a foreigner—would seem a more normal pattern of family kaigo. With the older person not actually
in the house, and with her most onerous care burdens taken care of by KH services, family members
might be more likely to visit and help out particularly with people’s needs for sociability and emotional
support. Certainly a visit to grandma living in her own apartment and able to prepare a little lunch on
her own or with family help is far more pleasant than a visit to a nursing home. And paradoxically
enough, that sort of meeting may be more beneficial to both sides than the day-to-day interactions inside
the house when living together.

What is needed is an “unpacking” of the zaitaku service = doukyo = kazoku kaigo. The possibility of
zaitaku service being the main provider of care, outside of doukyo, would become more widely realized.
Kazoku kaigo would be redefined to a supplementary, less onerous role. Doukyo itself would become
more rare. Indeed, it may well be that only when living together comes to be seen as one possible model,
rather than the normal and dominant mode of life for older people, can a more positive form of kaigo
kazoku emerge. If that happens, institutions will no longer be seen at the main alternative.
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The qualitative interviews are a rich source of material on Japanese family relationships. For
this session, and in future work toward publication, I would like to discuss the following topics from
which data can be drawn from both the surveys and the interviews. These are focused primarily on the
caregiver or the wider family relationships. I have not yet analyzed our data to answer these questions,

but I will give examples from the interviews of the type of data that I think can help answer them.

1. What are the motivations of the caregivers to play "key person” role? What is there in the
caregiver’s current situation and past history that motivates his/her to provide care? To
what extent are motivations based on internal versus external factors?

Motivations often seem multiple and complex, but perhaps can break down what seems to be

primary motivations into categories such as:

Management of life crisis not expected to last

Personal relationship

Didn’t work out with other family members

No other family caregiver available

Family care is important/I can do it better than others

Natural extension of previous caretaking roles—this may be perceived as great
additional burden or not (we have examples of both)

Role obligation that is more than just extension of previous activities—not dependent
on relationship since examples are daughter, eldest sons, new wife, etc. perceived as just extension but
rather as role that requires additional education.

I'm not sure what all this means, but I find it interesting that a sense of burden is not
necessarily correlated with motivation, and also that the relationship is not always (or even usually) the

one expected to be obligatory (eg. successor daughter, or 31 son’s yome).

2. How was that key person decided? What is the process of decision- making? To what

extent 1s this person considered the ‘natural” caregiver in the family and how does that
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compare to the normative caregiver? Were there family discussions about caregiving, or was

the caregiver role just assumed by the caregiver and/or other family members? Did others

serve as primary caregivers in the past or has this person done it consistently? If caregiving

is shared among family members, how did this division of labor come about?

Although in many cases who would be the caregiver was just assumed, in some cases

there was discussion among siblings. For example, one respondent reported discussing the matter with
his youngest brother who apparently handles the mother’s finances and helps transport her to the
doctor’s. The two sisters in another case talked about where it would be best to have their mother move
since both lived away from their natal area. A daughter of the woman who didn’t think the yome was
giving good enough care called a family conference to decide what to do. In another case, the son
describes the caregiving situation in his wife’s family in which the father-in-law didn’t get along with the
son’s family, so the sisters got together and worked out a plan where they would take turns helping. 1
would be interested in looking at the question of: In what sort of circumstances or in what sort of

families do such discussions occur? Does it result in more sharing of caregiving responsibilites?

3. Differences in caregiving styles. Caregiving for independence/recovery or for dependence?
Is caregiver’s emphasis on ‘being there” or on “doing thing”? Are there tensions among
caregiver, care recipient, and other family members over the definition of what constitutes
care? How do these definitions relate to the utilization of services? Are they correlated
with age, gender, or relationship? How are defitions of caregiving (and tensions based on
differences among participants’ definitions) related to sense of caregiver burden or
satisfaction?
The most interesting discussion of this was in an interview in which the son was
identified as the primary family caregiver for his mother. In that interview, the daughter-in-law
arrived home and joined the conversation mid-way through. She is a nurse, and explained that she
thinks her mother-in-law should domore for herself. But her husband (the son) quickly starts to help
her. They talked about it and since they can’t come to agreement and it’s the husband’s mother, she
thinks he should take care of her. The question of caregiving for rehab vs. total caregiving (what I claim
is the “traditional” “Japanese” definition) came up in other interviews as well. A son whose mother was

ambivalent about assuming a dependent role as an old person believed she should do as much as
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possible on her own. When the desires of the care recipient are not matched by the approach of the
caregiver, what happens? Clearly there is frustration expressed in some of the interviews, such as the
two wives whose husbands’ drinking interfered, at least in their minds, with being able to provide
sufficient assistance.

We can also think about different styles of caregiving between those who readily incorporate
formal services into their caregiving routines versus those who are resistant to using them. The conflict
between the daughter and daughter-in-law in one Tokyo family was in part about differences in

approach.

4. Iam also interested in exploring the data for material on Japanese family relationships more
generally, How have we (American academics?) misunderstood how families relate in the
past? How will the increased emphasis on rehabilitation, expansion of services with kaigo
hoken, and historical trends affecting households affect close relationships in the future.
Are there patterns to the variation we see in contemporary family relationships?

For example, because of the structural emphasis on parent-eldest son ties, anthropologists

have noted formal, strained or minimal relationships among adultbrothers, but with few exceptions they
have ignored relationships among adult sisters and between grandparents and grandchildren who are
not direct successors. There is undoubtedly continuity in the qualityof family relationships based on
early life experiences, but are there also changes with age (possibly becoming stronger after the death of
parent, or possibly becoming weaker as frailty makes it moredifficult toget together). Some of the
elderly respondents talked about supportive relationships among siblings, while others seemed to
maintain almost no contact. Do the larger family sizes of the past make a difference in how siblings
relate compared with the generation of child caregivers?

I think that I need to tease out more specific questions to look at, but I believe that there is a lot
of interesting data on sibling and grandparent-grandchild relationships in our interviews. One member
of our research team noted that relationships with grandchildren were “cold,” but in a few cases
grandchildren were a source of joy or support and not only disappointment. What distinguishes these

situations?
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I have done preliminary analysis on the seven interviews I participated inwhich were excellently transcribed
and translated by Chie Nishimura. I am missing part of two Akita interviews: an interview with
the daughter done by a Japanese research member and an interview with the care recipient done
by another Japanese research member. I also reviewed my notes from observing two other interviews
done by other members of our team. I will discuss the following topics from which data can be
drawn from both the surveys and the interviews. Many of my interests overlap with those discussed
by Susan Long. I also think that new ideas will emerge after hearing findings from the quantitative
survey. These are the initial areas of interest for me and I will provide examples from the
interviews to illustrate them.

1. How does the care receiver (CR) adapt to being cared for? What role did the CR have in selecting the

caregiver (CG)? How much control does the care receiver have over the caregiving relationship? How
does the CR perceive the relationship and how does the CR modify his/her own ideas of self and
changing roles when being cared for? How does the care receiver’s personal history affect his/her

attitudes toward aging and illness?

2. Perceptions of the Caregiver. When did the caregiving begin and how did the caregiver become the

key person? What is the history of the relationship between the caregiver and care receiver before
caregiving began? How does their personal history affect the caregiving relationship? How does the
caregiver perceive her role? I am also interested in caregiving styles discussed by Susan and
particularly how the issues of independence and dependence are worked out between the caregiver
and care receiver. I would also like to explore what worries or challenges the caregivers faces as well

as what gives the caregiver satisfaction.

3. Use of services. I am interested in how the services were introduced to the family and by whom. Was

the care manager active in the process or is the doctor or other professional more influential? I am
particularly interested in whether caregivers and care receivers prefer in home services such as
helpers or out of home services such as day care and short stay. What are the benefits of using these
services and what do people see as the drawbacks. Are services seen as supplements to family care,

inferior to family care, or a substitute for family care? I also felt that counseling services which
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could help identify and treat alcoholism, depression, and other psychosocial issues were big gaps in

the service system and were really needed.

4. Family Relationships. In my limited sample, there were interesting differences in family structure in
Akita and Tokyo. I would like to look at the “warmth” or “coldness” of relationships among various
family members both in the past and currently. There are widely varying patterns even among this
small sample. I would like to examine how these patterns come about and how Kaigo Hoken as
government policy affects family relationships. What is the nature of intergenerational exchange? In
previous research reciprocity was an underlying motivation for caregiving. Adult children would say
they cared for aging parents as a model to their children about the importance of family care. Is that

still true and why does the relationship between grandchildren and grandparents seem so distant?

Statement Examples

1. Care Receiver Adapting to being cared for

Tokyo: Husband (care-recipient) had an accident. He had a dream to pursue, without telling wife (primary
care-giver) what he was planning and had an accident shortly after he started to work on the dream. He’s bed
ridden, has a feeding tube and is at a severe care level.

* Husband: I want to get better. I’m most troubled with my brain. It’s messed up.

¢ Interviewer: You mention how frustrating that accident was. Do you feel your life was changed by it?

b Husband: Right. The most frustrating thing is that it came from behind... if it came from front I could

have been responsible for watching out but from the behind I can’t see.

i Interviewer:  Your life has changed.

hd Husband: Yes. I really wish it hadn’t happened. I could have lived my life somewhere else by now.
hd Interviewer: Your dream.

b Husband: I was so close...I can’t help thinking ... was so close.

2. Caregiver Family care is better?
Daughter, a college student, was also there on vacation. She goes to school in a city which was far from Tokyo.

She arranged for short stay respite care in a nursing home but then cancelled it.
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Wife: I cancelled it because my heart gets feeling uneasy as the short stay day gets closer. I feel I’d
rather bear with it and do it myself...] want him and the place to get used to it... sometimes nursing staff

have a hard time handling his fistula and I get worried.

Interviewer : Would you talk a bit more about your uneasy feeling?

Wife: Well, it’s like I’m abandoning care for him, hard to understand without the experience of care.
Daughter: Feeling like you are not doing what you are supposed to.

Wife: Well, yes, I feel like I’m obligated to take care of him.

Interviewer: Feeling you are being lazy?

Wife: Not lazy but I feel pity for having someone else to take care of him.

Husband: They try to do it at the shisetsu but it doesn’t go smoothly..and urine, they can’t do it right

especially male caregivers.

Wife: It’s like when you take your child to the child care center and this child cries when you leave?

That’s kind of how it feels, hurts like my body being cut. He makes friends and talks to everyone there
and has a good time but there are those people with heavy disabilities and people half gone and when I
see him spacing out with his eyes gazing away, I can’t take seeing him like that.. but still, if he’s home
all the time I get tired and I get so irritated and fight all the time. It’s not good either. And what if I get
sick working too hard, then he’s going to have to stay in shisetsu forever. So the doctors and the nurses

recommended [ use this service.
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