PREEEE IR 2010 Vol.59 No.3 p.204-211

HE 1 ROBERBOFHRENICEAT 2R
<#HE>

BEH S OIFHINEH EDIRE
—MHPEEAERBREOZEEA N - 5—

gL Y, BREAT Y, KM R Y

V] ST R BRI S B AR AL — & A
Y| AR PR B A R R R
9 7 PR PR R B S el P B

Considering the Way in which the Information of Rare and Intractable
Disease Patients is Collected: From the Study of Patients’ Medical History

Takuya MatsusHIiGe”, Hiroko NarUkr?, Shinji TAKEMURA”

Y Department of Social Services, National Insitute of Public Health
? Department of Public Health Nursing, National Institute of Public Health
¥ Department of Public Health Policy, National Institute of Public Health

iz

BWDSHEEE T, HEEOMEY SN TR BHDEMETER A B L, ERPBHL CTHLHEEDBRNICES T TICHEE
ERTLIENDHL., TNETTERL, TOREOMIZ, EEBH T ZEINLIBHPZE=HT527—AbdH 0, BHEIZ
Lo THRN - BHIEREZ LTI DL R o T, BAFEAE OHEEERBTRIIZEHEEICB VT [T
[ RICEET A AN SRR SN0 U & LT, HtEaERBOBEIE gD ShT&7/z MhT, =
FED & ) R AFEEMICHR L CEADSHEAEOH CRENT 2B M TERICELTIE, SRTE2EHRFBRONTVS. Fi
DUEMEE VR BB E OZHE A Y —IZEHTAARMEIR, ZENBMIGENEZRER, RVEOLRVWAREERL L
W OBEBOEBEE 2, TNENORBE» SRR 282 RENTZEO—HORBEOUF (trajectory) 2R LTV 5.
ZFIZ T, AHEEEOFIZH T, ERPEEIETL T 02 BREEL LTHRET S 2L, BEORTZENMEKE
BIEXETWE I EARERTV S,

ZHE A MY —ZMllo T EEZEOHRSHSPICERTZDIL, BRICHT2—HMEOMETH 7. ZZO-UICE
A2 b5 Z EICxT AALEE, AEHBIZ BT LD TH o7 EFEENKOERY =7 ¥ FONER VIR
HLDTHAHICZLTDH, BHEEBEDVPZORYPTHONFIZOWTH LR ENT2DIZ, NEEBEINLE N 2bERoT
Wi, BEIBHEICEE L Tw 2 HEAG EOER - W2 M 57201013, BIBENELLZE) 2 EDTELN L TH
HWOBMENTVLIEDPEETHLEEZONS. KER—AZL 5T, —EDOMBFZHOZHL X M) —DEHMIH
ALENBIED Y T, RFEAIRLCTEZ [HERO—FHI] ORBEOMHIZEL L, ZOHIZHEHRNECBVWTEET
REKRELPETHDLLEZOND.

F-T7—-F: WOUERTERE, R A MY —, TEHUEE, AN

RS + ANEERLER

T 3510197 % EWADEF 2-3-6

2-3-6 Minami Wako-shi, Saitama 351-0197, Japan.
Fax: 048-458-6177

E-mail: matsushige@niph.go.jp

[Pk 2248 H 17 HZH ]

204 J. Natl. Inst. Public Health, 59 (3) : 2010



B b ORI L OWRES

Abstract

Rare and intractable diseases are not only difficult to diagnose but also having a lack of established treatment. Some of
the rare disease patients have to wait for several years before the diagnosis is given. In addition, the diagnosis is sometimes
changed several times, which is physically and emotionally devastating to the patient.

While much effort has been paid to clinical research, little has been clarified as to patients’ suffering caused by the
uncertainty. This study focuses on the personal history of patients with rare and intractable diseases. Particularly the history of
their help-seeking is examined. Participants of the study have developed a sense of strangeness concerning the given diagnosis
and visited several hospitals. While the diagnosis has been changed again and again, their subjective symptom has progressed,
which seems to amplify the anxiety and distrust in the medical profession.

Implicated in the study is that the transmission of information seen in the realm of rare and intractable diseases has been
conducted in an asymmetrical way. Participants stated that they became anxious as their doctor has been frequently changed.
Even though medical institutions appropriately manage the information, patients are rarely informed of how their diagnostic
information has been treated.

Patients with rare and intractable diseases face a course of difficult experiences. Therefore, the information concerning
those patients should be traced longitudinally. If the information is fragmented in a disease-specific manner, the course of
difficulty experienced by the patient would become invisible. In the acquisition of the rare disease information, the issues of the
asymmetry must be paid much more attention.
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