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(Ethical, legal and social issues on the practical application of genome medicine)
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In this fiscal year, PI in this research project, Sosuke IWAE, collected data and information of
activities related to genome medical ELSI in Japan. At first, I gathered data about ELSI
measures or activities through websites operated by genome medical projects funded by AMED.
Next, I focused on Tailor-made Medical Treatment Program (BioBank Japan: BBJ) which is a
large scale biobank and has the longest history in Japan.

I analyzed official records of ELSI committee of BBJ and its official materials for its research
participants such as booklets or newsletters. And I interviewed the researcher who has charge of
ELSI of BBJ such as the secretariat office member of ELSI committee or the editor of the
newsletter.

Through the interview, I found that BBJ’s ELSI committee had an effective functional role in
treating several difficult ethical problems of BBJ. For example, the committee spent a lot of time
to discuss the issue ‘how to return genomic results to research participants’ and provided clear
recommendations about the issue. Behind this lies good relationship among the committee and
the secretariat office and the BBJ handling committee.

On the other hand, some challenges were founded. For instance, to strengthen ELSI assistant
function was an urgent issue. The reason is that the current support office was troubled by a
personnel shortage, particularly a staff with expertise. However, such human resource issue has
been discussed for a decade not only in a genome research field but also in every medical research

project.
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