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Due to the ever-increasing value of personal genomic information in the medical
and health-related industries, huge amounts of genomic information from patients and consumers are
beginning to be distributed and shared in Japan and abroad. In this study we examined and comparatively
analyzed the discussions concerning the protection of personal genomic information during the creation of
the EU data protection regulation and during Japan®s revision of Personal Information Protection Laws.
Our analysis showed that 1ssues such as privacy protection and genetic discrimination were almost
entirely absent from public discussions in Japan. Furthermore we saw that discussions that focused on the
promotion of the scientific use of genomic information lacked sufficient consideration for ELSI issues.
We presented our findings in several articles, discussed it with members of our working group, which
consists of a wide range of stakeholders, and published a recommendation report for the government.



OECD

ELSI

EU OECD

EU

EU

ICT

2013




o G SE

12 ,115-123,
2015

Natsuko Yamamoto, Minae Kawashima,
Takanori Fujita, Masatomo Suzuki and
Kazuto Kato.

How should the legal framework for the
protection of human genomic data be
formulated? — Implications from the
revision processes of the Act on the
Protection of Personal Information (PPI
Act).

Journal of Human Genetics,
d0i:10.1038/jhg.2014.121 (15 January
2015)

21 " "
TRBH P —mm

251 , pp207-212, 2014

Natsuko Yamamoto.

How can we ensure that medical and
healthcare systems can adapt to the social
challenges of using personal data?
Translation in  Healthcare ELSI2.0
Conference, 6 24 ,

Natsuko Yamamoto.

Recent situation about rules of sharing,

reuse and circulation of personal genome

data in Japan. Europian Society of Human

Genetics (ESHG) 2014 Annual Meeting 5
316 4

. 59
21 )

11 19 22
34
11 6 8
2015 2 28 GMRC
2015 2 23

Framework for Responsible Sharing of
Genomic and Health-Related Data (

) (Global Alliance for
Genomics and Health )



JUMP

http://j-jump. jp/wp-content/uploads/
2016/01/genom-teigenl1221.pdf

o

Yamamoto Natsuko

00379570

@

®



