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A Study for Constructing the Patient-Centered Research based on Genetic
Citizenship

Watanabe, Saori

3,300,000

ELSI

PPI: Patient and Public Involvement

Throu?h this study, we aimed to clarify various issues in Japan regarding
the ethical, legal, and social implications (ELSI) of developing drugs and treatments for rare
diseases while considering international trends. Upon discussions and policies surrounding patient
and citizen rights and responsibilities in medical research within Western countries, our study
sought to understand how stakeholders in Japan perceive and apply the theoretical foundations of
Patient and Public Involvement (PPI) and Genetic Citizenship in the context of rare disease drug
development.
To achieve this purpose, we conducted interviews, exploratory qualitative research, and an awareness
survey to analgze stakeholders® understanding and perception of PPl and Genetic Citizenship and the
conflicts and barriers they experienced.
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