Clin Eval 48 (2) 2020

B
glﬂl:l

DA ICRDAERRICSIF S
FEEHVASHRBIHOFIADIRIREIND S

SCHERT
7 AF2EBRTE I NE ST S ANEZE £ v & — s AT R v & —

Use of the National Cancer Registry Data in Japan

Akiko Shibata
Center for Cancer Control and Information Services, National Cancer Center

Abstract

In Japan, the Cancer Registries Promotion Act came into effect in January 2016 and the first report on
cancer incidence was released in January 2019. Subsequently, the national cancer registry started making
data available to researchers. Researchers can use “identified data” and “de-identified data” by submitting a
request form and a data use agreement form; however, using “identified data” requires opt-in consent from
the person who is the subject of your research. Both types of data can be permitted for use in research
after confirmation by cancer expert committee members. Furthermore, hospitals that report cancer
incidence cases to the national cancer registry can obtain the date and the official cause of death of their
patients. However, under the current act, a complicated application is required for researchers to obtain
data from the national cancer registry. To resolve such practical problems, the Cancer Registries Promotion
Act was supposed to be amended about five years after it came into effect. This year is the first year such
potential amendments have been discussed. However, since the EU General Data Protection Regulation
was enforced in 2018, there has been an international trend to impose certain restrictions on using data
collected without consent, such as the national cancer registry data in Japan.
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