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Shun Emoto, the chief of this research project, and Yukiko Nishimura, one of the
collaborative researcher, (NPO ASrid) had conducted interviews with/among the patients, their
family members, patient support groups and association (hereinafter referred to as patient side) ,
skilled genome research and development (R&D) personnel, clinicians, researchers, executive
officers (hereinafter referred to as R&D researcher side) in order to consider the contents of
workshop (WS) that will be held in FY2017, and also the ELSI issues.

After we considered the interviewees (organizations and individuals) and the interview guide
in detail, we interviewed 23 people from 18 organizations. Before we conducted interviews, we
got an approval from ASrid IRB committee.

We asked interviewees about their knowledge and understanding about genome R&D, and
about the recognition of the other stakeholders.

Then we analyzed raw interview data from patient side and R&D researcher side, using
content analysis. And we focused on what they knew and what didn't know about genome R&D.
And we cleared up the effective way to tell patients and their families about genome R&D and
patient involvement to research.

Shun Emoto and Go Yoshizawa, the collaborative researcher from Social Dialogue Skills
Laboratory, focused on the data describing patient involvement to genome R&D and analyzed
this part of data using content analysis. And then we clarify the ELSI issues and factors
promoting patient participation and involvement to genome R&D.

Based on the contents extracted from interview data, Kei Kano, the collaborative researcher
from Social Dialogue Skills Laboratory, Go Yoshizawa, Shun Emoto and Yukiko Nishimura
considered the scenario and participants of the pre- and actual-version of WS that will be held in
FY2017.

We continue to conduct interview survey in the early of FY2017, and to consider ELSI issues
and WS contents.
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