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(¢ F5) Public Understanding and Information Sharing on Research Ethics

(Ethical, legal and social issues on the practical application of genome medicine)
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(1) Ethical and Legal Issues of Consent in Genomics and Genetics Research
We examined the significance of consent in genomics and genetic research,
focusing on the concept of "qualified consent" in the Revised Ethical Guidelines for
Human Genome/Gene Analysis Research. We also analyzed ethical and legal
1ssues of broad consent and public involvement in research Biobanks and the
significance of opt-out in research databases.

(2) Archiving Historical Records of ELSI Issues in Japan
We received many materials from ELSI people and started organizing / listing and
digitizing those materials. By the end of March 2017, we organized and listed
about 600 documents, of which more than 30% completed the digitization. We also
interviewed ELSI people to examine the landscape of ELSI in 1990s-2000s.
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