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Abstract of the discussion paper

This discussion paper is structured around five perspectives: social environment, health-
care, family & caregiver support, social participation, and innovation. Each of these 
perspectives is crucial in the context of policy for intractable and rare diseases, and were 
major themes raised at the symposium and in interviews conducted in FY2024. Common 
and central to all five perspectives are the viewpoints of diverse patients and people with 
lived experience of these diseases. Patients and people living with intractable and rare 
diseases come from a wide range of backgrounds and lead their daily lives in diverse living 
environments. We aim to consider the future direction of relevant policies with this reality 
in mind.
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