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Organizing the Hemophilia Family Association
— What does it mean for the patients’ family —

Yuko Utino, Noriko takeda, Yumiko Matui, Mitie Kawano, Yuko Yamasaki

Daiichi outpatient, Japanese Red Cross Society Wakayama Medical Center

When a hemophilia patient doesn't have a hemophilia family association in his
prefecture, he has to join one in his neighboring prefecture. Because we have no such
associations in this Prefecture, we encouraged the patients' family to organize one.

As we have no experiences to organize a family association, we asked doctors and the Pre
fectural Support Center for Intractable Diseases for some advices. On the first meeting

of the Wakayama Hemophilia Family Association, they had a lecture on hemophilia and
then shared their experiences with each other. After the meeting, they exchanged their
addresses, which shows the meeting was helpful for their communication.

According to Ono, “A family association provides you not only the necessary
information but also healing which only a person with similar background can give you.
It is important for the families who tend to be isolated.” Although the age of the
members ranged from three to forties, they shared their particular concern and
communicated with each other with special sympathy.

Patients seek for unity with other patients with similar disease and a family
association can provide them a chance for such communication. I wish to continue to

participate in this association as an advisor.



