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In Preparation for Creating Guidelines for Genetic Diagnosis of
Familial Amyloidotic Polyneuropathy (FAP)

Chieko Kukinaka'" Yukio Ando ¥

Abstract : Firstly, we conducted research into literature on living donor liver transplantation

and genetic diagnosis taking into consideration our present clinical situation at the Familial

Amyloidotic Polyneuropathy (FAP) group at the Kumamoto University Hospital.

Based on this research, we drafted genetic diagnosis guidelines (self-regulations). The fol-

lowing points are referred to in the draft guidelines:

@ A detailed support program for patients from outside of the Prefecture when they are di-
agnosed genetically prior to the appearance of symptoms.

@ Ensuring that donor candidates have ‘right to know’ and ‘right not to know’.

® Necessity to determine if there is any connection between donors' spontaneous judgment
and their decision to consent to a genetic diagnostic testing prior to the appearance of
symptoms, and to support them.

@ Treatment after confirmation of the diagnosis, in particular, how to support the patients
in regard to liver transplantation.

® Support system for advanced stage patients and their family members living outside of
the Prefecture.

Key words . Familial Amyroidotic Polyneuropathy (FAP), Genetic Diagnosis, Guidelines,
Liver Transplantation, Counseling
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