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Abstract

The establishment of intractable disease support centers began in 2003, and by 2007 these centers were
available in all prefectures. The following are stipulated as the important points of an intractable disease
support: (1) Promotion of research, (2) Improvement of medical facilities, (3) Reduction of out-of-pocket
medical expenses, (4) Enhancement and coordination of local health, medical care, and welfare, and, (5) Pro-
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motion of welfare measures aimed at improving QOL.

In this paper, we will outline and present the history of intractable disease support centers in Japan, intro-
duce teaching materials for intractable disease patients and supporters for the human resource development
of these centers to achieve uniform quality across the country, and describe the roles of intractable disease
support centers. Furthermore, for patients with intractable diseases, such centers help patients eliminate the
feeling of isolation, while receiving advice based on experience from senior patients other than medical pro-
fessionals, and conversely helping junior patients restore their lost confidence and establish new lives. Peer
support is important for the reconstructing the lives of patients, and we will report on practical efforts. Finally,
we will consider future support for patients with intractable diseases, from the viewpoint of medical sociology.
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WO BB T HEEET, o aike B8 L,
DEBDEOREBMOBEDHREN S Z & KU HIE
HACBOTERZRIF LMD Ae L kT L2 &
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Shiiz. RETEAZI L LEELOBEIEEM S h,
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Iazhr—Yar LOMESKESHELET S.

von der LippelZ & % % % O WHEIZ B3 B W78 &
AFIT4 v 7 LE2—TIE, BICHRRTEHEAWR
e, ThbbHAM - AT 2 \EY) R EEANO T 2
AN LW &, EREEEDTII 2 r—T g U
LnwZé, INLHAETESEH#IN T RnZ LR
S XD, HIEEICHIRT R TR <, R
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