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Summary
Abstract

Legislation and professional guidance on confidentiality in medical research has increased significantly in
the past ten years. The Research Group for Population-based Cancer Registration in Japan (chairperson: Dr.
Aya Hanai) published guidance on confidentiality for cancer registries in 1996. After about ten years the
Japanese Association of Cancer Registries decided to update the guidance. A review seemed appropriate
because a new guideline on the confidentiality in cancer registration was published in 2004 by the
International Association of Cancer Registries and the Privacy Protection Law has come into effect since
April, 2005.

The main changes from the previous version are:

a clear description of the necessity of legal background for population-based cancer registration

an update of measures to protect data confidentiality

guidance on security for both traditional paper based systems and modern electronically based data
systems, and

expanded recommendations designed to ensure confidentiality in data releases for research.
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