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Palliative care is an essential part of integrated cancer
treatment. To improve palliative care throughout Japan,
a nationwide demonstration project, the Outreach
Palliative Care Trial of Integrated Regional Model
(OPTIM) study, is ongoing. This article reviews the cur-
rent status and the problems of palliative care in Japan
and introduces the OPTIM study. Although the number
of palliative care services is increasing, empirical evi-
dence shows the quality of life of cancer patients is still
inadequate. The OPTIM study is an intervention trial
targeting 4 areas across Japan. Primary end points are

quality of care reported by patients as well as the
bereaved family, number of patients who received spe-
cialized palliative care services, and place of death. The
interventions are comprehensively designed to cover all
areas identified by the national task force. The OPTIM
study will contribute to improve patients’ quality of life
by proposing a regional palliative care model suitable
for Japan.
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cancer treatment.! Although palliative care
should be provided throughout a whole region,
a regionalized palliative care model has not been
established in Japan. The Outreach Palliative Care
Trial of Integrated Regional Model (OPTIM) study
was therefore launched in 2007 to demonstrate a
model suitable for the dissemination of high-quality
palliative care in the Japanese community.
The two primary aims of this action paper are to
review the current status and the problems of pallia-
tive care in Japan and provide an overview of the

OPTIM study.

Palliative care is an essential part of integrated

Current Status of Palliative
Care in Japan

Health Care System and Specialty
Training in Palliative Care

The health care system for specialized palliative care
services in Japan has been progressing rapidly in this
decade. Japan has 3 types of specialized palliative
care services: palliative care units, hospital palliative
care teams, and specialized home-care clinics.
Palliative care units are called “palliative care
units” or “hospices” depending on their religious
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background, but their clinical roles are essentially
the same: intensive symptom control, psychosocial
support, and end-of-life care for incurable cancer
patients and their families. The first palliative care
unit was established in 1981 in a private Christian
hospital (Seirei Hospice).

The next landmark in the national strategy of
palliative care was in 1989, with the publication of
the end-of-life care report by the Ministry of Health,
Labour and Welfare. This report resulted in the first
government-approved palliative care units eligible
for national health insurance coverage in 1990. The
number of palliative care units has since dramati-
cally increased, from 5 in 1990 to more than 170 in
2006.>* Most palliative care units belong to general
hospitals and provide integrated palliative care by an
interdisciplinary team. This is the most common
type of specialized palliative care service in Japan.

Hospital palliative care teams were first covered
by national medical insurance in 2002.* The expected
role of palliative care teams is to provide specialized
palliative care to all cancer patients, including those
receiving active cancer treatment, not only those in
the advanced stage. For a palliative care team to be
approved for national health insurance coverage, it
must fulfill the requirements of the Ministry of
Health, Labour and Welfare: interdisciplinary team
activity, including at least 1 attending palliative care
physician, a psychiatrist, and certified advanced-
practice nurse. In 2007 the number of certified pallia-
tive care teams was approximately 60, and many hos-
pitals intend to establish palliative care team activity.

Specialized home-care support clinics were first
defined in 2006. These clinics are expected to provide
home care for a wide range of patients in the com-
munity by a multidisciplinary team with 24-hour serv-
ice, although the specialty requirement is still poorly
defined. The clinics can obtain additional remunera-
tion for their practices for terminally ill patients at
home, and 8600 clinics have been established.

As for specialty training in palliative care, the
Japanese Society for Palliative Medicine was estab-
lished in 1996 as an academic association to con-
duct research, education, and dissemination of
palliative care. It had approximately 6000 members
in 2006. The number of advanced practice nurses is
furthermore rapidly increasing: 79 oncology-certified
nurse specialists and 891certified nurses, including
420 in palliative care, 267 in pain management, and
204 in chemotherapy.

Evidence to Suggest Poor
Quality of Life of Cancer Patients

To date, no nationwide representative survey has clar-
ified how cancer patients and their family members
evaluated the quality of palliative care they actually
received, although multiple surveys to understand the
experience of patients and families are now ongoing.
Empirical evidence, nonetheless, suggests a poor
quality of life for cancer patients in Japan.

First, in a multicenter questionnaire survey of
630 bereaved family members of cancer patients
admitted to palliative care units, 85% of 318
responding families reported that their relative had
had distressing physical symptoms before admission
to the palliative unit, and 50% reported that consid-
erable or much improvement was necessary in the
care they had received.’?

Second, less than 10% of Japanese cancer
patients received specialized palliative care services:
6.6% from palliative care teams and 2.2% from pal-
liative care units.*>® Multiple Western studies have
suggested that specialized palliative care services
contribute to improving patients’ quality of life, and
family satisfaction was extremely high for inpatient
palliative care services in Japan.»”® In the United
Kingdom and United States, more than half of all
cancer patients receive specialized palliative care’!!
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Table 1. Palliative care in Japan, the United Kingdom, and United States of America

Variable Japan UK USA
Cancer deaths per year 326000 138000 550000
Use of specialized palliative care services, % of all cancer deaths

Inpatient service 6.6 26

Hospital consultation service 2.2 74

Home-based service 69 99
Place of death, % of all cancer deaths

Home 5.7 22 39

Palliative care unit or inpatient hospice 5.3 16

Hospital or nursing home 86 60 54

Abbreviations: UK, United Kingdom; USA, United States of America.

(Table 1). The low involvement of specialized pallia-
tive care services suggests a lower quality of life for
cancer patients in Japan.

Third, a discrepancy exists between the place
where the patient preferred to die and the actual
place of death. Although 50% of the Japanese gen-
eral public express a preference to spend their final
days at home and 30% in a palliative care unit,'? the
actual rate of death at home and inpatient special-
ized palliative care service is 5.7% and 5.5%, respec-
tively, and most cancer patients die in hospitals
(Table 1).!3'° Because the location of death is an
important element of the quality of life,'® this find-
ing suggests a poor quality of life for Japanese can-
cer patients.

Finally, opioid consumption is one-sixth of that
in the United States and one-seventh of that in the
United Kingdom.!” Despite the differences in legal
and medical regulations, as well as racial differ-
ences, this finding suggests that pain palliation of
cancer patients in Japan is still not achieved.

Barriers for Quality Palliative Care

To explore effective strategies to disseminate quality
palliative care throughout the country, a national
task force was organized and identified the barriers
to quality palliative care, which were

1. lack of standardized clinical tools,

2. lack of knowledge about palliative care by the
general public,

3. lack of whole-region organization to coordinate
community palliative care, and

4. specialized palliative care services less available
in community.'®

Lack of Standardized Clinical Tools

Standardized tools are important to maintain the
quality and continuity of community palliative care.'
Despite the variety of frameworks, guidelines, and
clinical pathways available in English-speaking coun-
tries, in Japan, standard materials have not been
developed or are inadequately disseminated. We have
completed or are now performing a validation study
of several key instruments to modify the original
tools suitable for Japanese culture, including the
Support Team Assessment Schedule, M.D. Anderson
Symptom Inventory, Distress Thermometer, and
Liverpool Care Pathway.**?* These instruments are
gradually being disseminated to palliative care clini-
cians, but more distribution efforts to general prac-
tice are greatly required.

Lack of Knowledge About Palliative Care

Despite strong empirical evidence that opioids for
cancer pain rarely cause addiction, 30% of the
Japanese general public believes that they are addic-
tive, and such misapprehension is a significant barrier
for better pain management.*** Also, 34% of the gen-
eral public in Japan know about palliative care units
compared with 70% in the United Kingdom.'>** Of
note is that although 32% of the Japanese general
public believe that palliative care units are a place
where patients just wait for death, these negative per-
ceptions significantly decreased after they actually
used a specialized palliative care service.”'? This lack
of knowledge and misinformation about opioids and
palliative care is a considerable barrier to palliative
care and pain control at an appropriate time, and
education of the general public is of great value.
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Lack of Whole-Region Organization to
Coordinate Community Palliative Care

The resources potentially available for community
cancer patients are becoming more complicated and
involve more than a single institution. Although an
increasing number of Japanese hospitals have sup-
port centers available for community patients, they
provide the services principally to their own
patients. Whole-region organizations to implement
comprehensive coordination for community patients
are therefore strongly required.

Specialized Palliative Care Services Less
Available

Specialized home-care clinics have just started and
are quite primitive in Japan, but specialized pallia-
tive care services are currently available only for
institutionalized patients. In Europe, community
palliative care teams provide consultation services
for all patients in the community.”” It is necessary to
establish a medical system to provide specialized
palliative care that is easily available for community
cancer patients.

The OTIM Study

Overview

From these findings, palliative care in Japan has rap-
idly progressed in this decade, but many issues still
must be resolved. To improve cancer care—including
palliative care—throughout Japan, the Cancer
Control Act was established in April 2007. The aims
of this law are to promote cancer prevention and
early detection, disseminate quality palliative care,
and promote cancer research. The Ministry of
Health, Labour and Welfare especially focuses on
palliative care and has launched multiple nation-
wide projects to facilitate the dissemination of pal-
liative care. One of these is the OPTIM study, a
S-year project from 2006 to 2011 with a yearly
budget of US $2.5 million.

Aim of the OPTIM Study

The primary aim of the OPTIM study is to evaluate
whether a systematic, multiintervention regional
palliative care program can improve the quality of

life of cancer patients in the community. The ulti-
mate propose of this study is to develop a success
model of regional palliative care suitable for Japan.

Subjects and Methods

This is a regional intervention trial measuring
the end point before and after intervention. This
trial involves 4 intervention regions across Japan
with different palliative care system development:
Chiba (Kashiwa city), Shizuoka (Hamamatsu city),
Nagasaki (Nagasaki city), and Yamagata (Tsuruoka,
Mikawa-cho; Figure 1). Chiba, Shizuoka, and
Nagasaki have a growing organized system to pro-
vide palliative care led by a national cancer center, a
general hospital, and a regional general practitioner
association, respectively. Yamagata has an unorgan-
ized system of palliative care.

The study subjects are all residents of the par-
ticipating regions, including the general public,
patients, their families, and health care providers. A
total of 0.2 million people are potential participants
in this study.

Intervention

The interventions of the OPTIM study are compre-
hensive and designed to cover all areas identified by
the national task force.'® Each intervention was
determined by discussion among clinical specialists
and researchers, including palliative care physicians,
psychiatrists, nurses, medical social workers, and
home care practitioners. In addition, we performed
a preliminary survey of 8000 members of the general
public and all medical health care providers in the
target regions before planning the interventions, and
the results were reflected in the details of the inter-
ventions.

The interventions include (1) disseminating stan-
dardized clinical tools, (2) providing appropriate infor-
mation about palliative care to the general public,
patients and their family, (3) establishing whole-region
organization to coordinate community palliative care,
and (4) establishing specialized palliative care services
available in the community (Table 2).

Clinical tools prepared for this study include
(1) assessment tools (comprehensive patient-reported
assessment tools consisting of the Japanese version
of the M.D. Anderson Symptom Inventory, Distress
Thermometer, observer-rating Japanese version of
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the resident population number.

Table 2.

Participating areas of the Outreach Palliative Care Trial of Integrated Regional Model (OPTIM) study are shown with

Interventions of the Outreach Palliative Care Trial of Integrated Regional Model Study

Target Area

Intervention

Main Contents

Lack of standardized clinical tools

Lack of knowledge about
palliative care by the general
public, patients and their
family

Lack of whole-region
organization to coordinate
community palliative care

Specialized palliative care
services less available in
community

To standardize and improve the knowledge,
skills, and continuity of palliative care in
the community

To provide appropriate information about
palliative care

To establish regional palliative care centers
to coordinate community palliative care

To increase availability of specialized
palliative care services for community
patients

Dissemination of standardized clinical tools
via printed and Web materials

Interactive workshop and on-demand Web
lectures

Contents

Assessment tools

Treatment algorithm

Education materials for patients and family
members

Patient-held records

Discharge planning program

Distribution of materials via hospitals, Web,
visits, patient library, symposia, and local
mass-media

Materials

Leaflets and posters

DVDs

Books

Coordination and information service about
palliative care services for community
residents

Regional conference to create local networks
and identify local problems

Community palliative care team

Educational outreach

Abbreviation: DVD, digital video disc.
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the Support Team Assessment Schedule), (2) 3-step
ladder-based symptom control algorithm for 9 lead-
ing symptoms, (3) educational materials for patients
and families, (4) patient-held records, and (5) dis-
charge planning program with a discharge confer-
ence as an essential part.

Outcome Measures

Primary end-points are quality of palliative care as
reported both by patients and the bereaved family,
the number of patients who received specialized pal-
liative care services, and place of death. The quality
of palliative care is measured by the Care Evaluation
Scale, a validated tool to quantify user-perceived
quality of care.*®

Secondary outcome measures include knowledge,
competency, and difficulties of regional physicians and
nurses, and quality indicators of regional palliative
care, including opioid consumption and the number of
nursing agencies providing around-the clock services.

Conclusion

Palliative care in Japan is rapidly progressing through
multiple nationwide actions with support from the
Cancer Control Act. Palliative care specialists will
overcome the challenges and grasp this unique
opportunity in cooperation with other specialties to
disseminate quality palliative care throughout Japan.
The OPTIM study has received much attention and
will contribute to improving patient quality of life by
proposing a regional palliative care model suitable for
Japan. The OPTIM study will be completed in
March 2011, and initial results are expected in
mid-2012.
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