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Abstract

Improvement and evaluation of QOL for the patients with nanbyo, intractable diseases

Takashi Nakajima, M.D. & Ph.D.
Niigata National Hospital, National Hospital Organization, Dept. of Neurology

The intractable diseases that are nanbyo in Japanese, have been defined by the Ministry for establishing the
care system. This article argued the key issues including narrative based approach, palliative care and SEIQoL-
DW for improving and evaluating of QOL of the patients with nanbyo.

(Clin Neurol, 45 ; 994—996, 2005)
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advance directives
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TOWARD PALLIATIVE CARE FOR IMPROVEMENT OF
QOL IN AMYOTROPHIC LATERAL SCLEROSIS

Takashi NAKAJIMA
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W QOLWMIR LT TAL., TohT, AT
FEOBCHREZ D C » T, HRAQGEHBIGZRIC ALS
BENEEIFNRTVRIEDNS > TEL,

HA T ALS BEN (R ORI EE [ B EKEHE
2D, ATREREG -0 CERICEGLE SN S0
it Z 6o, NLFERESHEEZERE 3, Bt

—217—



IRYO Vol. 59(7)

EEQBERALEERNICEA T BE A D EE D E R (SEIQoLDW)

L ERERRYETEZE H ANE A TR

BERBOETOE(QOL)DMLIZET Ay POHYSICET SR (H14-165EE)

The Schedule for the Evaluation of Individual QoL-Direct Weighting (SEIQolL-DW)
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HEMIEARFILE ALS) 638 Bt BMHMME, BLRRE. REVE A el a9
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(AARER. KEERBLAPEZ . B OTOI7(LOH

Fa1—-OLAJL l

100 BEIZLDEADIT

I 15% £33

80
60
40
20

~
-5

I
i ]

(=3
S S

ﬂ
b3
A
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Table Changing narratives and value systems, told by 51 years old man at risk for Huntington’s disease
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Genetic Test and Informed Consent in the Neurological Intractable Diseases

Takasht NaRAJIMA

Deputy Director of Niigata National Hospital, National Hospital Organization

In order to improve QOL in the neurological
intractable diseases such as Huntington’s dis-
ease and hereditary ataxia, both genetic and
psychological counseling are necessary when ge-
netic test is performed, even whether a client has
symptoms or not. As a counseling model, eugen-
ics and disease prevention model may be inap-
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propriate for the patients or persons at risk. Nar-
rative approach may be very useful in the
counseling before and after genetic test. It may
be of great importance that the system of genetic
and psychological counseling is established in
the clinical practice of the intractable neurologi-
cal diseases.
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