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KFWEF TN, EQ-SDEBERAWMEAMET R, KXHAX 5 AR
WEQ-5DIF f % A K AVE 7= 1~ R JE & By B & o JR AP # 1y 1 M

HEAREEEEESTEA R, EA 8 ERRERWEQ-5D-3L
AERZWRERL., THEAZEXE X EN6AN 7 H
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F 5 R E mAE A =0.61,P<0.001), HWHZ =W ZHEIAN
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T(58%). %7 # I\ NEQ-SDZ % & f7(86%) 47 [ 2£(71%).
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3 L7l :  Stakeholder perspectives on clinical research related to
therapies for rare diseases: therapeutic misconception and the value
of research.
S J&: Orphanet J Rare Dis.
R AE T 2021-1-12
1€ . Tingley K, Coyle D, Graham ID, %
REE: BILEF; REHR; FNFE; SH5HR; BTHIRME
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https://www.ncbi.nlm.nih.gov/pme/articles/PMC7805116/

B RHEENEREBREFWIE T RE: —SHREELE

# X #7#: Treatment preference among patients with spinal mus
cular atrophy (SMA): a discrete choice experiment.

5 JE: Orphanet journal of rare diseases

K AT TR s 2021-1-20

{E# : Alisha Monnette , Er Chen , Dongzhe Hong , %

K AENAZE%, BHEELh; BFRT; BTEM, EE
AR A4, & 7 % ZOLGENSMA

BE:

B #: 3t B /BR3P 3 0 8 B M L2 45 (SMA) B T KB B M AN
T 4F o

& ERELRHSMABT RS, THREEETHELED
AHmEH/BPENLEEREXEEN.

Rt/ ERW T RMER EFET — B HEFELREE,
FREEN—NEHFLALAEETSMARE C18¥) mARPH., ¥
WHEREBRKETF 2B B EE, WRAMHETRIENENEE
M CF % Logitt 2L Ey [E1 )3 2 £ [RCI# &) : (1)IZ3) 3 REHY BLE =K,
RAE, QFRAENHEZRE, GYREAT A FieHNEHT
JLE, @ethehk (BREEEA, —RE#KAVIE, SHORK
%Lt MOREREGE. PE. PE/RES)
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SR BEFERAEIZ6TE 2 0m=101%, AXKME6SA, B
FRE36Y), LH64%, ESMATAE @4 18 (n=21). 2% (n=48).
38 (n=29)., HEfn=3), 472 BFRET A LRMNNAEEFAL 1. &
BA 5965 F1100] B 3 W & 6 F 15 V8 A 4 41 F & B 77 % ZOLGENSMA
BxwmEENTH PR aEnyhE (RC: 0.65, 95CI: 0.47~0.83,
RC: 0.79, 95%CI: 0.60~0.98) . HRZG4pfr— %k ELEML T E
Z 1T 4 (RC: 0.80, 95%CI: 0.60~0.98F1RC: 0.51, 95%CI: 0.30~0.73).
B N Z AR & 0947 &/ (<25 )(RC: —1.28, 95%CI:
—147ZF-1.09). XX BWAE R EKE, REFFIIT R,
ExEARIETHERRK. T —LEEEW, TREEAFIH
TR R BEREHEENEE, NEAWNBHALAE 0 REY.

it R/ PRGN EE. JEZNENE. DRI—KEH
AR /N R & G TT B TR E N EERE E TR,
FERFANEFEE, [EEEHF]
> BECEEE.

https://ojrd.biomedcentral.com/articles/10.1186/s13023-020-01667-3

PO AL REENEREELF RENRAER FBTNEF TN
S AFAL: Systematic literature review of the economic burden of
spinal muscular atrophy and economic evaluations of treatments

Sk JF: Orphanet journal of rare diseases

&K AEFE: 2021-01-23
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T BAENAZELESMA)E —#F Lags itk m, #eeT
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B2 T W ARESMA R ARG T 23 B H % . RIEPRISMAYE &, o
% PubMedFrScopus# 1202049 A 15 H # 5 .
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