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Abstract Cancer registration in Japan has a long history
spanning over 60 years; the first population-based cancer
registry was established in Miyagi prefecture in 1951. The
progress made in the regional population-based cancer
registries in terms of standardization and quality
improvement during the 10 years of the third comprehen-
sive strategy for cancer control was highlighted in the
history of cancer registration in Japan. However, there
were still weak points regarding local government-oriented
cancer registries that remained, e.g., the reporting of cancer
cases to the population-based cancer registries was not a
mandatory task for medical institutions. After the Cancer
Control Act in 2006, the Act on Promotion of Cancer
Registries was finally enacted in Japan on December 6,
2013. According to that Act, hospital managers must report
information on any primary cancer that was first diagnosed
in their institutions from January 1, 2016 to the prefectural
governors. Given the increasing number of cases and
amount of information recorded, it would have been almost
impossible to maintain our cancer registries using the same
system, and changes were required to obtain reliable cancer
statistics. This was particularly important in Japan, because
the country is facing a hyper-aging society, with two to
three million cancer patients requiring entry of detailed
information. We appreciate the long history of the Japanese
cancer registry, but it is necessary to make dramatic
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changes to bring the registry up to date and to be able to
track the increasing amount of information.

Keywords Neoplasms - Japan - Registries - Mandatory
reporting - Confidentiality - Statistics

Introduction

Cancer registration in Japan has a long history spanning
over 60 years; the first population-based cancer registry
was established in Miyagi prefecture (Japanese adminis-
trative area) in 1951. Following Miyagi, the Hiroshima and
Nagasaki City Medical Associations started tumor regis-
tries in the 1950s with support from the Atomic Bomb
Casualty Commission (ABCC). Since then, the importance
of cancer registration has been gradually recognized by
other prefectures [1].

Local organization-managed cancer registries without
national government control have often been seen in
Western European countries, such as France, Spain, Italy
and Switzerland. There are several strong points for this
style—autonomy of management, the academic quality of
research outcome, flexibility of data use and high motiva-
tion for the workers to maintain the database [2, 3].
However, the weak points have shaped cancer registration
for the worse in some aspects in Japan. For example, the
reporting of cancer cases to the population-based cancer
registries was not a mandatory task for medical institutions.
This cannot be regulated by local ordinance according to
the Japanese political system. Consequently, the com-
pleteness of registration has been low compared with that
in other developed countries [4, 5]. Another problem was
the variety of registration methods, which resulted in
incomparable statistics between registries. In 1992, the

@ Springer
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Japanese Association of Cancer Registries (JACR) was
founded, and communication among the regional registries
became active. However, because of the situation in each
region, and based on the opinion of the local medical
associations, the overall standardization of registries has
not occurred. Financial issues were also a serious problem
for several registries without governmental support. In a
survey conducted in 2013 (not available to the public), the
budget for one record ranged from 4—60 USS$, and the staff
(observed number of staff/estimated needed manpower
according to the population size) varied from 0.26—4.82.
Ironically, the long history was the most important factor
hindering standardization.

Here, we briefly describe the history of cancer regis-
tration in Japan, and report the recent dramatic changes in
the policy regarding the development of cancer registries.

The Third Term Comprehensive 10-year Strategy
for Cancer Control

Cancer control had not been systematically promoted by
the national government of Japan before 2006. Although
research programs called the ‘Comprehensive 10-year
Strategy for Cancer Control” were implemented as part of
the cancer control policy in Japan beginning in the 1980s,
the outcomes of such research programs were rarely linked
directly to changes in the national medical policy.

The Ministry of Health, Labour and Welfare (MHLW)
started the Third Term Comprehensive Strategy in 2004,
and they settled on a research theme entitled ‘research on
surveillance of the trends in cancer incidence and mortal-
ity” which aimed to improve the performance of cancer
registries throughout the country. The research group was
organized as the Japan Cancer Surveillance Research
Group (JCSRG). Different from the two previous 10-year
strategies, which were strongly oriented to promote basic
research, the third term strategy focused on developing the
infrastructure and making policy recommendations based
on research outcomes (Fig. 1).

The program was fully supported by the JCSRG. The
JCSRG was modeled after the National Program of Cancer
Registry organized by the Center for Disease Control
(CDC) in the USA [6]. There were eight objectives and
criteria that population-based cancer registries should
achieve during the 10 years from 2004—2013. These
objectives and criteria were established according to the
situation in Japan, and focused on (1) legislative authority,
(2) standard data collection, content and format, (3) data
completeness, (4) timeliness of reporting, (5) data quality,
(6) follow-up surveys, (7) regular statistical reports, and (8)
data use. The 10 years were divided into three terms in
order to evaluate progress—the first term was from 2004—
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2006, the second was from 20072009, and the third term
was from 2010—-2013.

To better understand the actual condition of the popu-
lation-based cancer registry, a pre-program investigation
was conducted in 2004. The progress was then evaluated
approximately every 3 years, at the beginning of each term.
The last investigation was conducted in September, 2013.
The progress made regarding the regional population-based
cancer registry in terms of standardization and quality
improvement during the 10—year period were a highlight of
the 60-year history of cancer registration in Japan.

Standard registry items and forms, and the standard
registry system

The JCSRG determined 25 standard items concerning data
that each registry must collect during the first term for the
strategy. In 2013, 44 out of 47 prefectures had adopted the
25 standard items. The standard registry form, which
includes these 25 items, was edited in order to collect the
same information in the same manner in each population-
based cancer registry.

The areas that adopted the 25 standard items also
adopted the standard registration procedure. The standard
database system (StdDBS) for the regional cancer registries
was developed by the JCSRG. The StdDBS was imple-
mented to standardize the procedures of cancer registries in
Japan, and has undergone repeated testing in the model
area, Yamagata Cancer Registry, since 2005. The StdDBS
was updated following the refinement of the standard
procedures by the JCSRG. As of September 2014, 41 of 47
population-based cancer registries in Japan have adopted
the standard registry system. Initial and subsequent training
sessions are provided to adopting registries onsite by the
National Cancer Center (NCC).

As a result of the standardization of procedures and
adoption of the StdDBS, improvements in standardization
have been accelerated, and this situation had motivated
politicians to discuss cancer registration, and has allowed
researchers to introduce the National Cancer Registry
(NCR) system. It finally led to legislation regarding the
cancer registry in 2013.

The Monitoring of Cancer Incidence in Japan (MC1J)
project and data quality

The collection of data regarding the incidence of cancer at
the national level by the JCSRG was organized to monitor
national cancer trends by examining the incidence data
from the population-based cancer registries once a year as
part of the MCIJ project. Each population-based cancer
registry is required to submit a minimum of 12-30 items
according to the program terms (e.g., identification number,
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multiple primary, sex, birth date, date of diagnosis, date of
death, primary site, histological code, basis of diagnosis,
death certification notified cases (DCN), death certificate
only cases (DCO), extension of disease, circumstance of
cancer detection and last confirmation date) [7].

Data collection was initiated in 2004, and initially called
for a limited number of cancer registries with high-quality
data. According to the policy of the Cancer Control Act
(2006), which we describe later, the JCSRG extended the
collection of incidence data from all cancer registries in
2007 to include cases diagnosed in 2003. For the MC1J2009
survey, 32 out of 37 registries had data of suitable quality;
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this corresponded to 54.7 % of the total population. The
subsequent MCIJ2010 survey had data of even higher
quality; DCO was 12.0 %, mortality incidence (MI) ratio
was 0.45 and the morphological verification (MV) propor-
tion was 78.0 %. When the MCIJ project was started for
cases diagnosed in 2003, only 13 registries (Miyagi, Ya-
magata, Chiba, Kanagawa, Niigata, Fukui, Shiga, Osaka,
Tottori, Okayama, Hiroshima, Saga and Nagasaki) met the
criteria, and the data recorded were DCO (16.8 %), MI ratio
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extremely low in most prefectures for the MCIJ2010 sur-
vey. The proportion of those with an unknown primary
cancer site is also currently low. Accordingly, some reg-
istries have published their data in the Cancer Incidence in
Five Continents Vol. X in 2013 [8]. In terms of the his-
tology code and extension of disease, however, the pro-
portion of patients with missing information is higher than
the optimal level.

Supporting legislation for the cancer registry

Cancer registration was officially described for the first
time in Japan by the Health Promotion Law (2003), but it
was defined only as a voluntary task. The Health Promotion
Law stipulates that national and local (prefectural) gov-
ernments must strive to ascertain the conditions for the
onset of lifestyle-related diseases (Article 16) in order to
clarify the correlation between the lifestyles of Japanese
citizens and lifestyle-related diseases, such as cancer and
cardiovascular disease.

The cancer registry has been indirectly promoted by the
Health Promotion Law, but since it has not been legally
supported, this means that other superior rules, such as the
Law on Protection of Personal Information (2003) and the
Statistical Law (1947), which restrict the use of mortality
data, can override cancer registry ‘rules’. Data collection for
the cancer registries falls under provision of personal data to
a third person according to the Private Information Pro-
tection Law (Article 16, restriction by the purpose of utili-
zation; Article 23, restriction of provision to a third party),
and it can constitute a breach of the law. Maltreatment of
cancer mortality information derived from the vital statis-
tics can also be a breach of the Statistic Law. Feedback on
the vital information of patients to the reporting hospital
should not be allowed officially, according to these laws.

In the ‘Notice from the Director of the Health Service
Bureau of the Ministry of Health, Labour and Welfare’
issued on January 8, 2004, population-based cancer registry
tasks were specified as corresponding to ‘improving public
health’, an exception as provided in the ‘Guidelines for the
Appropriate Handling of Personal Information by Medical
and Care-related Enterprises’ drafted on December 24,
2004, which confirmed the policy. However, to make the
situation worse, some prefectures have ordinances related
to the protection of personal information at the local level
that override national laws, such as the Health Promotion
Law. These laws have made it difficult for registries to
operate. For example, Miyagi prefecture decided to adopt
the patient’s right to request a removal of the record from
the cancer registry in 2005.

While standardization and quality improvement are
ongoing, the last and indispensable factor required to

@ Springer

128

develop a cancer registry in Japan was the enactment of
legislation which was already present in Northern Europe,
the USA, South Korea, etc.

The Cancer Control Act and subsequent events

The Cancer Control Act, the first comprehensive national
cancer control plan, was approved in 2006 in response to
cancer patient groups, which solicited the promotion of
cancer research and development of cancer care at the
national level. The Basic Plan to Promote Cancer Contro]
Program in conformity with the Act was drawn up in 2007,
in which both hospital-based and population-based cancer
registration is recognized as a central component of cancer
control. One development that is an expected outcome of
the plan is mandatory hospital-based registries in desig-
nated cancer care hospitals. Thus, the national government
was indirectly involved in cancer registration after the
enactment of the Cancer Control Act, although cancer
registration was still defined as an independent activity of
the local governments.

According to the Cancer Control Act, one registry for
each prefecture was to be promoted. For 40-50 years, the
population coverage of cancer registries with high-quality
data remained at approximately 30 %. The efforts of the
JACR or researchers could not significantly increase this
coverage. However, the number of cancer registries has
increased tremendously after these political changes and
the designation of cancer care hospitals. It is estimated that
almost 70 % of cancer cases are treated in these hospitals,
and the benefits to improve the completeness and quality in
the population-based cancer registry data are already evi-
dent. The other motivating event for reporting cancer cases
was the institution of medical treatment fees for the hos-
pitals adopting the Diagnosis Procedure Combination
(DPC) system when they submitted the data to cancer
registries. To obtain the fee, the DPC hospitals have to
report cases to the regional cancer registry in the prefec-
ture. If a registry does not exist in the prefecture, the
hospitals have no way to increase their income related to
cancer registration. Approximately 10 prefectures started
cancer registration due to pressure from hospitals which
were eager to report cancer cases.

The Act for Promotion of Cancer Registries

During the deliberation of bills at the Japanese Diet in
February 2012, the then Prime Minister, Yoshihiko Noda,
stated that he did not know about the insufficient cancer
statistics in Japan, and that the data from regional popu-
lation-based cancer registries are indispensable for evalu-
ating a cancer control program, evaluating the progress
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Table 1 Extracted clauses from the act on promotion for cancer Registries

Chapter
1  General Provisions
2 National Cancer Registry

I Development of a National Cancer Registry Database

II Data Collection, Recording and Retention, etc.

1. Notification by Hospital, etc.

(1) Managers of a hospital or designated clinic upon the initial diagnosis of a primary cancer at the Hospital, etc. (including the initial diagnosis of
metastasis or recurrence at the Hospital, etc.), shall notify the governor of the prefecture where the Hospital, etc. is located, within the time period
specified by the Ordinance of the MHLW, of the data concemning the primary cancer documented during the medical services.

III Data Use and Provision

IV Delegation of Authorities and Affairs

V Protection of Information, etc.

1. Proper Control, etc. of NCR data, etc. by the NG and Other Entities

The MHLW, the NCC, prefectural governors and the mayors of municipalities, shall take the necessary measures to prevent any leak, loss or damage of,
or otherwise to properly control, the NCR data, etc., PC data, any of these data that have been anonymized, and data recorded or provided on deceased
person data forms. (art. 25, pars. 1 through 3 related)

2. Restrictions on Use and Provision, etc. of NCR data, etc. by the NG and Other Entities

The MHLW, the NCC, prefectural governors and the mayors of municipalities, except in cases that fall under II and III, may not use or provide the NCR
data, etc., PC data, etc., any of these data that have been anonymized, or data recorded or provided on deceased person data forms. (art. 26 related)

3. Restrictions on Retentions, etc. of NCR data, etc. by the NG and other entities the MHLW, the NCC, prefectures and municipalities, except when
retaining the NCR data, etc., PC data, etc., any of these data that have been anonymized, or data recorded or provided on deceased person data forms on
the NCR database or the PC database, may not retain data beyond the time period necessary for use or provision. (art. 27 related)

4. Confidentiality Obligations of employees of the NG, among others engaged in work that involves handling the NCR data, etc.

(1) No employees of the MHLW or executives and employees of the NCC engaged in work that involves handling the NCR data, etc. pursuant to I
through II1, and no prefectural employees, among others, engaged in work that involves handling of the PC data, etc. pursuant to IT and III shall leak any
confidential information, such as cancer morbidity, concerning the NCR data, etc. or PC data, etc. obtained during the course of performing such work.
(art. 28, pars. 1 through 4 related)

(2) No persons engaged in work related to notifications at the hospital, etc., among others, shall leak any confidential information, such as cancer
morbidity, concerning data subject to notification that were obtained during the course of such work. (art. 28, par. 7 related)

5. Other Obligations of employees of the NG, among others engaged in work that involves handling the NCR data, etc.

(1) No employees of the MHLW or executives and employees of the NCC engaged in work that involves handling of the NCR data, etc., any such data
that have been anonymized, or data recorded or provided on deceased person data forms, no prefectural employees engaged in work that involves
handling of the PC data, etc., any such data that have been anonymized, or data recorded or provided on deceased person data forms, and no municipal
employees engaged in work that involves the handling of data recorded or provided on deceased person data forms, among others, shall, without
permission, disclose to another person or use for unjust purpose any of the NCR data, etc., PC data, etc., any such data that have been anonymized or
data recorded or provided on deceased person data forms that have been obtained by each during the course of performing such work. (art. 29, pars. 1
through 6 related)

(2) No persons engaged in work related to notifications at the hospital, etc., among others, shall, without permission, disclose to another person or use for
unjust purpose any of the data subject to notification that were obtained in the course of such work. (art. 29, par. 7 related)

6. Proper Control and Restrictions, etc. on the use and provision of NCR data by recipients among others

Recipients of provisions of the NCR data, PC data or any such data that have been anonymized shall establish the required provisions on proper control
and restrictions, among other things, on the use and provision of these data. (arts. 30 through 32 related)

7. Confidentiality obligations of, among others, persons engaged in work, among other affairs, that involves the handling of NCR data related to
recipients, among others (art. 33 related)

8. Other obligations of persons engaged in work, among other affairs, that involves the handling of NCR data related to recipients, among others (art. 34
related)

Restrictions on Disclosure, etc.

Notwithstanding the provisions in Chap. 4 of the Act on the Protection of Personal Information, and other laws and regulations (including ordinances)
concerning the protection of personal information, no one may, pursuant to these provisions, request the disclosure, revision (including any addition or
deletion), cessation of use, erasure or cessation of provision of the NCR data, etc., PC data, etc. and the data that have been recorded in the PC database.
(art. 35 related)

3 Promotion of Hospital-Based Cancer Registries, etc.
4 Use of Data Related to the Cancer Registry, etc.

5  Miscellaneous Provisions

6  Penal Provisions

Penal Provisions for persons who leak confidential information, such as cancer morbidity, concerning the NCR data, etc. or PC data, etc. in violation of
Chap. 2-V-4-(1) or 7 and other necessary penal provisions shall be established. (arts. 52 through 60 related)

7  Effective Date, etc.
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