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Trends and Issues Relating to Hospice and
Palliative Care in Japan
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With the proportion of the elderly rising, the number of cancer patients and deaths
continues to increase in Japan. While more than 320,000 people die of cancer every
year, there are only 3,399 beds (2007) in palliative care units across Japan, and about
85% of cancer patients have little choice but to die in general hospitals. It is not
common practice to prepare their own living will or advance directive in Japan, and
even in the event of limited prognosis, if the patient’s family asks for aggressive
medical treatment, such treatment is often continued. As a result, terminal medical
treatment accounts for a large proportion of overall medical expenditures, though
medical costs are not a big problem for individual Japanese, who are protected under
the universal health insurance system. As the rate of aging continues to rise over
the next 30 years, an increase in terminal medical expenses cannot be avoided. For
this reason, the government wants to promote home hospice care. However, because
local governments are not ready to collaborate and visiting nurse service is not fully
developed, home hospice care training has not yet been widely promoted. People in
general feel anxious about dying at home, being concerned that they may become a
burden on their families and that they may have trouble coping with sudden changes
in their condition. As the number of elderly households continues to rise in the future,
such anxieties are likely to escalate. In order to respect the patient’s natural dying
process, it is imperative to develop a medical system in which patients will be able to
maintain consistent quality of life over the course of their treatment from the
diagnosis of cancer to their death. This must include measures to strengthen the
training system and to raise awareness about terminal care among the general
public.
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I. Introduction

Following the enactment of the Cancer
Act April 2007,

throughout Japan designated as cancer care

Control in hospitals
hospitals have been playing a major role in

promoting comprehensive measures to
equalize cancer medical treatment. As nurses
play a big role in efforts to improve the
quality of cancer treatment, The Japanese
Nursing Association is pushing forward with
plans to train nurses to become highly
specialized in nursing care for cancer patients
and to place them in appropriate facilities
and departments”. As the Cancer Control
Act includes measures to promote palliative
care and visiting nurse service, the quality of
care will be substantially improved and
patients’ quality of life will be maintained
all

prevention to the end of life.

through stages of treatment, from

Considering this background, this paper
aims to ascertain the current state of hospice
and palliative care in Japan and to discuss

future issues regarding such care, considering
changes in demographics and the medical
care system in Japan as well as literature on
Japanese awareness of and attitudes toward

terminal care.

I. The Current State of Hospice and
Palliative Care in Japan
1. Trends in death and places of dying in
Japan
The average life expectancy of Japanese
has been increasing year by year. As of 2006,
the life expectancy was 79.0 years for men
and 8581 years for women?. Likewise, the
proportion of the elderly, which exceeded
10% of the population as early as 1985, had
increased to 20.1% by 2005¥. With this
acceleration of the aging of the population
has come an increase in the number of deaths,
which surpassed one million people in 2003 &
(Fig. 1). According to the White Paper on
Our Aging Society?, persons aged 65 and over
will reach 3.5 million in 2018, and continue
rising to hit a peak in 2042. As the total
is to decline, the

population expected
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proportion of the elderly will continue to
rise, reaching some 40.5% in 2055.

Since 1950, causes of death have shifted
from infectious diseases such as tuberculosis
to lifestyle-related diseases. Major causes of
death since 1950 include malignant neoplasm,
heart disease and cerebrovascular disease.
Deaths due to cerebrovascular disease have
leveled off since reaching a peak in 1965, with
the exception of a one-year spike increase
the
Classification of Disease. Deaths caused by

in 1995 according to International
heart disease, on the other hand, have been
gradually increasing, almost tripling between
1950 and 2005, again with the lone exception
of 1995, in which there was a decrease. Deaths
by malignant neoplasm have also been
increasing every year since becoming the
leading cause of death in 1981, having grown
five-fold from 1950 to 2005, and accounting
for more than 30% of all deaths since the year
2000 (Fig. 2). A comparison of the mortality

) shows

rates between men and women®
similar rates for cerebrovascular and heart
disease, while for malignant neoplasm the
mortality rate is about 1.5 times higher for
men than for women. By age group”, these
three major causes of death account for the
largest percentage of deaths for people aged 55
and over, with malignant neoplasm the
leading cause of death among all people aged
40 and over.

As for place of death®, while 825% of
people died at home in 1951, the percentage
of hospital deaths has surpassed that of home
deaths since around 1980, the respective
figures being 80.5% and 124% as of 2004
(Fig. 3). With regard to malignant neoplasm,
some 93.9% of deaths occurred in hospitals or
care facilities, the figure for hospitals alone
being 91.2%. the
percentage of home deaths was the same, but
deaths

facilities for the elderly accounted for nearly

Compared by gender,

in nursing homes or health care

three times as many deaths among women

(44%) as among men (1.4%). Comparing
different parts of the country, the area with
the highest rate of home deaths had 164%,
double the rate of the area with the lowest
figure (8.2%). Looking at changes in the
of households?,

households and husband-and-wife

number single-person
only
households with at least one member 65
years old and over continued to increase,
rising from 31.3% in 1986 to 51.9% in 2006.
Based on the above data, we assume that
deaths will continue to increase in the coming
ten years and that both the death ratio and the
number will

of elderly-only-households

increase further. Since the aging of the
population and an increase in population are
major factors contributing to an increase in

), we estimate that

the incidence of cancer'
the number of Japanese cancer patients will
2020, the

population of the elderly will stop increasing.

definitely grow until when
As for place of death, considering especially
that more than 90% of cancer patients die in
hospitals and that elderly-only households
will increase in the future, it is unlikely that
the proportion of home deaths will increase

if the situation remains as is.

2. Trends in the medical care system and
expenses in Japan
Health

categorized into two types: one for company

insurance in Japan can be
employees and their families; and another for
the general population including retirees and
the self-employed along with their families
(Table 1).
join one or the other of these plans since the
health

implemented in 1961. Under these insurance

Citizens have been obligated to

universal care system was

plans, individuals and companies or other

organizations are each required to pay

monthly premiums, and individuals receiving
medical treatment must bear a certain
percentage of the expenses, 30% since 2003.

As for medical expenses for the elderly,
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the Law of Health and Medical Service
System for the Aged came into force in 1983
to realize equitable burden-sharing in medical
care for the elderly. Under this system, for

any patient aged 70 and over, the cost of

medical treatment beyond that paid by the
patient is covered in principle by public
from health

In response to the increase in

funds and contributions
insurance.

medical expenditures for the elderly, the
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Table 1. History of medical care system

1982
1990

1994

1961 Start of the universal health insurance plan
1963 Enactment of the Welfare Law for the Aged
1973

Partial revision of the Welfare Law for the Aged: No individual payment of
medical expenses for people aged 70 or over

Enactment of the Law of Health and Medical Service System for the Aged
Revision of the medical treatment fee system: Establishment of a new fixed
medical treatment fee system for palliative care units

Authorization of palliative care units transferred from Ministry of Health to

prefectural governments
1998

2000
2002

Revision of the medical
care and antidecubitus care
2005
2006

support clinics

Revision of the medical treatment fee system: The fixed medical treatment fee
for palliative care units increased
Enactment of the Public Nursing Care Insurance

Revision of the amount of individual payment under the Law of Health and
Medical Service system for the Aged
treatment fee system:Additional payment for palliative

Revision of the Public Nursing Care Insurance Law
Expansion of the coverage by the nursing care insurance
Revision of the medical treatment fee system: Addition of home medical care

that with

income, aged 70 and over, must pay was raised

percentage persons sufficient
in 2006 from the former 10% to the current
30%, and the percentage of payment for
persons between the ages of 70 and 74, with
the exception of persons with sufficient
income, is to be raised evenly across the
board from 10% to 20% in 2008. Visiting nurse
service for the bed-ridden elderly after
discharge from hospital was started under the
Law of Health and Medical Service System
for the Aged. This law was revised in 1992 to
include visiting nurse service for the elderly
as a whole, and from 1994 visiting nurse
service for non-elderly persons also became
possible. In addition, a visiting nurse service
covered by nursing care insurance was
started in 2000.

The enactment in 2000 of the Law of
Elderly Care Health Insurance reorganized
the systems provided under the Old-Age
Person’s Welfare Law and the Law of Health
and Medical Service System for the Aged,

aiming to make available comprehensive

care service covering medical care, health
care and welfare according to the needs of
Under Elderly Care Health
Insurance, a certain premium is paid by

senior citizens.
insured persons aged 40 and over, and
persons aged 65 and over who require
nursing care are in turn eligible in principle
to receive insurance payments, depending on
the degree of care required. Persons between
the ages of 40 and 64 are also eligible for
insurance payments if they have specific
age-related illnesses. In 2006, the program
was expanded to include terminal cancer
patients aged 40 and over and dying patients
being cared for at elderly care facilities or at
home by facilities registered as home medical
care support clinics, as well as covering the
cost of day care medical services.

Medical treatment fees paid to medical
institutions are stipulated by the Medical
Service Law, which prescribes fundamentals
of the medical delivery system. Basically, fees
are based on the actual cost of treatment, but

can differ depending on the nursing system
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and other factors. From 2002, additional fees
are paid for palliative care and antidecubitus
care. Comprehensive disease-specific medical
treatment is scheduled to be introduced
widely in the future, but at present, fees for
such treatment are applied only to palliative
care units approved by municipalities. The
fixed medical treatment fee system for
palliative care units was created newly in 1990
to be applied to patients diagnosed with
malignant tumors or HIV with a prognosis
of six months or less. The number of
approved palliative care facilities in 1990 was
five institutions, with a total of 141 beds.
The numbers have gradually increased since
1994, when authorization was transferred
from the Ministry of Health, Labor and
Welfare to prefectural governments, and as of
October 1, 2007 there were 177 institutions
with a total of 3,399 beds' (Fig. 4). Palliative
care units tend to be concentrated in
relatively urban areas: Tokyo; Kanagawa and
Chiba Prefectures in the Kanto area; Hyogo
and Osaka Prefectures in the Kansai area,
and Fukuoka Prefecture on the island of
Kyushu. Given that over 320,000 patients die

of malignant tumors every year, and that 85%

of these patients die in hospitals, most cancer
patients die in general wards. In view of this
situation, in 2002 eligibility for the additional
palliative care payments was extended to
palliative care teams comprising a full-time
physician, a full-time psychiatrist, and a
certified nurse.

National medical care expenditures'?, the
estimated total costs required for treatment
of sicknesses and injuries at medical
institutions, have increased steadily, from
238.8 billion yen in 1955 to over 30 trillion yen
in 1999, reaching 32.1111 trillion yen in 2004.
By age group, the percentage of national
medical care expenditures spent on people
aged 65 or over surpassed the percentage for
those under 65 in 2004, when it reached 51.1%.
The total cost of nursing care also has been
increasing every year, from 3.6 trillion yen in
2000 to 6.8 trillion yen in 2005.

While revisions have been made in the
medical system in response to increases in
medical expenses, hospital stays tend to be
long in Japan, and outpatient visits frequent
(Table 2). Although the Public Nursing Care
Insurance system was started in 2000, home

healthcare accounts for only about 0.5% of

3500
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Figure 4. Number of the approved palliative care beds

Source: The Japanese Journal of Hospice and Palliative Care,
17(6), 541-543, 2007.
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Table 2. Cross-national comparison of hospital stay and visit

Source: Ministry of Finance 3data of 1996
Japan USA UK Germany France Sweden
?:'?getrhg‘;;endds’ 2000) 164.7 98.4 24.3 74.9 48.6 3.2
;‘:;‘):’:r(go%‘;ds per 1000 13.0 36 4.1 9.1 8.2 3.6
'I:‘;’:; oo s';’;gt('; g°;9) 30.8 7.0 %9.8 12.0 10.6 6.7
\':‘i‘s’it";b‘;;r";:::p(azg%’g)s 14.4 8.9 4.9 %6.5 6.9 2.9

national medical care expenditures. Measures
to deal with these circumstances hold the
key to curbing medical expenditures. Asahi
Shimbun ® 151

prefectural government-approved palliative

conducted a survey of

care units which are members of Hospice
Palliative Care Japan, receiving responses
from 100 of these. According to its report,
only five hospitals had certified nurse
specialists in cancer nursing with advanced
knowledge of cancer. Among the rest of the
hospitals, 36 had certified nurses in hospice
and palliative care capable of providing
necessary care to terminal cancer patients,
and 12 had certified nurses in cancer pain
control, but 57 had neither of these. As for
the specialties of their physicians, internists
the (33),
followed by surgeons (29), and the remainder
divided 20 other
including psychiatry,

accounted for largest number

into some specialties

radiology and
anesthesiology. The report concludes that the
focus of care varies widely depending on the
hospital. In order to provide quality of life
to cancer patients during treatment, it is
necessary to establish standards for assessing
the quality of home hospice care and
palliative care units and teams, which will

ensure a high level of service and treatment.

3. National awareness of hospice and
palliative care
According to an awareness survey

conducted on the general public by the Panel
for Investigating End-of-life Care'?, 76.9% of
those surveyed responded that they would
like to know the name of the diagnosis and
prognosis of their disease, and 92.0% answered
that they would like to receive an explanation
directly from their doctor. If informed that
they were dying, 74.0% of those surveyed
responded that it would be better if life-
sustaining treatment were discontinued. In
the case of a family member dying, the figure
fell to 62.5%.

than in the 1998 survey. If they were in a

Both percentages were higher

vegetative state, 79.6% answered that they

would want life-sustaining treatment
withheld, the corresponding figure for family
being 64.9%. the

concept of a living will, of those

Concerning
59.1%
surveyed agreed with the concept, and 25.2%

members

agreed with the concept but thought there
it both

survey.

in writing,
the 1998

However, asked about the way to express

iIs no need to have
percentages up from
one’s will, the response, “a law should be
in 1988 to
can decide a

enacted” decreased from 48.7%
37.2%, “the
treatment policy after consulting with the

while doctor
family and respecting their wishes” increased
from 45.6% in 1998 to 60.3%. As for the place
of care at the end of life, 48.3% of those
surveyed responded that they want to have
home care and be admitted to a medical

institution or palliative care unit when
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necessary, and 105% responded that they
want to have home care to the end. Asked
about the possibility of having home care to
the end, only 83% responded that they
thought it could be realized, while 65.5%
responded that it would be difficult to be
realized. Reasons given for this difficulty
included the burden on the family (78.4%),
concerns about dealing with sudden changes
in condition (57.3% ), and others such as the
inadequacy of the medical system.

Noguchi et al.'?

reported the results of a
survey of small and medium-sized general
hospitals conducted nationwide. The survey
was sent to hospitals having 50-300 beds.
the

patients accounted for 9.1% of all inpatients,

According to report, terminally-ill
and 45.9% of the terminally-ill patients with a
presumed life expectancy of six months or
less were informed of their diagnosis, along
with  95.8% the

Preference for life-sustaining treatment was

of patients’ families.
confirmed with 152% of the patients and
86.8% of the patients’ families. 26.6% of the
patients and 90.8% of the patients’ families
were notified of remaining life expectancy.
According to an awareness survey
conducted on medical professionals across
Japan by the Panel Investigating End-of-life
Care'®, doctors’ most common responses to
the question about particular difficulties in
dealing with incurable, dying patients
suffering from pain were “explaining the
name of the diagnosis and state of the disease”
(59.7%), and “insufficient home healthcare
system” (53.9%), while nurses cited "symptom
relief” (63.5%), and “lack of facilities for end-
of-life care” (56.8%). Concerning WHO cancer
pain relief, 42.7% of the doctors and 20.1% of
the nurses responded that they had “a certain
degree of knowledge” or “a good knowledge”
of it, as opposed to 25.9% of the doctors and
43.7% of the nurses who answered that they
Asked if they could

explain to patients the effectiveness and

had “no knowledge”.

adverse effects of morphine, 884% of the
doctors and 80.5% of the nurses responded
“yes” “to About the
possibility of having care at home to the end,
51.6% of the doctors and 47.5% of the nurses
The
reasons cited by the two groups were “the

or some extent”.

believed “it is difficult to be realized”.

burden on the family” and “concerns about
dealing with sudden changes in condition”.
75.3% of the doctors and 75.2% of the nurses
responded that they “agree with the concept
of a living will”, both percentages up from the
1998 survey. About the best way to express
one’s will in writing in a living will, 47.7% of
the doctors and 43.6% of the nurses answered
that “a should be both
percentages down from the 1998 survey.

law enacted”,

From the above data, it is clear that
Japanese people make different treatment
decisions for themselves and for their families,
and that they are more likely to worry about
This

indicates a need to create a medical system

being a burden on their families.

which supports families in making treatment
decisions and reduces the burden on families.
Medical professionals lack the knowledge and
communication skills needed for the practice
of palliative care. As to correcting these
problems, guideline for decision-making in
End-of-Life Care'” had been worked out in
2007, which indicated the need for better
symptom management, providing more
thorough information, and paying greater
attention to the will of the patients and their
family. In fiscal 2004, the Ministry of Health,
Labor and Welfare

promote visiting nurse service, which includes

initiated a project to

home hospice care training and exchange
program with nurses working in the home
in the

The cost of this project is to be

care setting and nurses working
hospital.
split half-and-half between the Ministry and
local governments, but not many local
governments have taken the initiative in

carrying out the project because of financial
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difficulties. Furthermore, nurses working at
visiting nurse stations cannot take time out of
their schedule to participate in the training,
because not many stations are well-staffed.
The education of medical professionals needs
to be further strengthened.

Il. Issues Surrounding Hospice and
Palliative Care in Japan

In response to an increase in cancer
the

government has been developing anti-cancer

incidence and mortality, Japanese
measures. In accordance with the formulation
of the Cancer Control Act and the Basic Plan
to Promote Cancer Control Programs, as well
as the “rd-term Comprehensive 10-year
Strategy for Cancer Control,” designated
cancer care hospitals have been developed for
the purpose of promoting “equalization” of

medical care for cancer'®.

Also, palliative
care units and palliative care teams have been
steadily increased and care for terminally ill
cancer patients improved. However, there is
a wide gap between the quality and quantity
of hospice and palliative care available in
general wards and that available in palliative
care units. Furthermore, there are many
problems with the palliative care currently
Although home
medical care support clinics were newly
established in 2007 to
medical care systems, they do not seem to
be

provide the proper palliative care for cancer

provided by home care.

strengthen local

functioning adequately enough to
patients staying at home. The fundamental
challenging issue of hospice and palliative
care in Japan is the shortage and uneven

distribution of its quality and quantity.

1. The need for medical professionals to be
trained in palliative care

Considering that palliative care needs to be

provided consistently from the earliest stage

of treatment, beginning with diagnosis and

continuing throughout hospital treatment
and home medical care?, its importance must
be recognized and the necessary knowledge
and skills must be acquired not only by
doctors and nurses specializing in the field,
but by all doctors and nurses involved in
cancer treatment®. It would be optimal to
introduce palliative care at the stage of
general medical education and to promote its
dissemination among doctors engaged in
home medical care, who should receive more
training and education in the field.

For postgraduate education of nurses in
palliative care a number of programs exist,
and there has been an increase in the number
of certified nurse specialists and certified
nurses by the Japanese Nursing Association
in cancer nursing (in the respective areas of
hospice and palliative care, cancer pain
control, chemotherapy and breast cancer
care), and these have begun to play an
increasingly active role in hospitals. Yet, the
number of certified nurse specialists and
certified nurses active in home care remains
extremely small. In the field of visiting nurse
service, it is urgent to improve the palliative
care abilities of all visiting nurses since they
are directly involved in the nursing care of
The

Japanese Ministry of Health, Labor and

cancer patients and their families.
Welfare has been promoting palliative care
education for visiting nurses, providing a
But,
this crusade will not be effective unless the
the
local

budget specifically for that purpose.

Ministry is successful in gaining

understanding and cooperation of
governments, which must also subsidize the
training. Another consideration is the loss of
income to visiting nurse stations due to the
participation of visiting nurses in the training,
especially given the small size of most of
these stations.

In addition, an issue that needs to be
addressed is the education of social workers

and pharmacists as palliative care team
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members.

2. The need to strengthen partnerships
between hospital and home care staff
In order to reduce the gap in the quality
of palliative care between palliative care
units and general wards, palliative care duty
nurses sometimes visit general wards to give
advice. Also, palliative care teams have been
organized in some general hospitals in an
attempt to improve the level of palliative
care throughout the hospital, and these efforts
are covered by the same reimbursement
scheme that applies to other medical services.
Yet, there are still many problems with the
palliative care provided by visiting nurse
service.
(1) Development and promotion of a
system of partnership between hospital
and home care staff to coordinate
discharge from hospital
There are many risks involved in
discharging cancer patients from hospital to
receive palliative care at home. Serious
problems have occurred due to insufficient
preparation for release from hospital or
inadequate coordination between the doctors
and visiting nurses responsible for home
care. As a result, the mass media have
reported an increase in the number of patients
at home immediately following
The

proper coordination for hospital discharge is

dying
discharge from hospital®’. issue of
not limited to cancer patients, and many
hospitals consider it necessary to focus their
efforts on developing a system to deal with
the problem. More hospitals have begun
implementing measures such as assigning
nurses to be in charge of coordination for
hospital discharge in order to manage difficult
cases, and creating strategies to predict and
manage the risks accompanying the shift
by developing

from hospital to home

screening or assessment sheets to prepare

)

for hospital discharge®. At the same time,

hospitals have begun holding conferences on
with

and

preparation for hospital discharge,
increasing participation by doctors
visiting nurses involved in home medical
care.
(2) Consultation support system to apply
palliative care expertise to home care
Some doctors and visiting nurses
responsible for palliative care in the home
still do not have sufficient knowledge and
skill, they need support from doctors and
nurses specializing in palliative care. Also,
the types of analgesics available locally are
limited due to various circumstances, and the
shortages sometimes need to be supplement
with the assistance of a hospital. Therefore,
palliative care needs to be improved from the
early stages of treatment and be provided

consistently from the time of diagnosis,

continuing throughout the period of
treatment and home medical care. It is
further necessary to promote  local

partnerships between palliative care teams,
hospice,“palliative care units and home
medical care support clinics, centered on

23)

designated cancer care hospitals

Participating in conferences on hospital
discharge, holding joint training sessions,
sharing feed-back on the condition of patients
post-discharge, and other activities to foster
and help build

relations should facilitate mutual support

communication closer

and cooperation.

3. Support for cancer patients and their
families living in the local community
With the aim of curbing rising medical

costs for hospitalization, and in response to
past surveys reporting people’s preference
for home care, the Ministry of Health, Labor
and Welfare has undertaken a policy of
home for
terminal cancer patients. As part of the
“Survey on the End-of-Life Care (2004)”%",
patients were asked where they would prefer

promoting palliative care at
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to stay while receiving end-of-life care.
While expressing a strong desire to receive
home medical care, respondents showed a
reluctance to stay at home to the end of life.
The reasons given were “Home care will be a
burden on my family,” and “I have concerns
about how to handle a sudden change in my
condition.” It has thus been stipulated that
home medical care support clinics and visiting
nurse stations should provide 24-hour service
to respond to concerns of families, and that
should be
available from cancer care support centers
established at

®  Since nurses are expected to play

further support for families

designated cancer care
hospitals
a key role at these cancer care support
centers, they should receive training in the
communication skills necessary to provide

appropriate consultation,/support services.

4. Raising awareness of palliative care in
society and promoting its dissemination
With increasing use of palliative care

wards, “palliative care” has begun to take on

more positive connotations. Generally
speaking, however, the term still has negative
associations in many cases. No matter how
effective cancer treatment may have become

thanks to the progress of medical science,

patients and their families are still
overwhelmed by a diagnosis of cancer or by
being asked for informed consent. The

approach of the Ministry of Health, Labor and
Welfare, which forms the basis of both the
Cancer Control Act and the Basic Plan to
Promote Cancer Control Programs, is to
emphasize the need for a positive, proactive
and self-reliant stance to cope with cancer.
The Ministry says it aims to create a society in
which the entire public, including cancer
patients, endeavor to learn about, face, and
cope with the reality of cancer.?®
still gap

expectations and the awareness of people in

There is,

however, a between these

society. In order to foster a positive attitude

towards cancer, more information on cancer
treatment and palliative care should be
provided for the general public. The mission
of information support section at designated
cancer care hospitals is to take the lead in
providing society with the information it

needs to fill this gap.

IV. Conclusion

As the

fundamental issues of hospice and palliative

already mentioned above,
care in Japan are believed to be the shortage
and uneven distribution of its quality and
quantity relating to the place where cancer
patients receive medical service and the area
where they live. In order to improve the
present unfair conditions in the palliative care
people receive, the Cancer Control Act calls
for measures to enable citizens to share
in appropriate palliative

equally care,

summed up in the word “equalization”.

“Equalization” means that all the people

concerned receive equal profits or benefits?”.
Medical professionals and the general public
are called upon to commit themselves to
working together toward the realization of

this goal.
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