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Illness narratives of genetic diseases and how to cope with the new issues from
new therapeutic agents
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Patients with genetic diseases and their families’ daily life are often
greatly affected the launching of new therapeutic strategies. The new therapeutic strategy would
affect them variously, in terms of their disease experience, quality of life, and their daily
routine. Prompt research in the timing of new therapeutic strategy launches is therefore essential.
In this study, we focused on autosomal dominant polycystic kidney disease (ADPKD) while new
therapeutic agent, Tolvaptan, has been launched recently. The aim of this study is to clarify the
necessary tasks and new arising issues in their life as a result of the new therapeutic agent. This
study was conducted by a survey, telephone calls and face-to-face interviews.

Based on these results, we created a website called "Life tips™ consisting of links to specific
experiences of patients such as " Good life routines,”" "How to live ADPKD," "How to connect with the
proper medical care,” and "Talking about an illness to someone".
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