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EREAATAFRATSM 2021 E+HEFEFENRSIERIZET 98 10 H-12 HEH
EMNEEDF. KAEASHEEZFEFF L (Chinese Organization for Rare Disorders,
CORD). MIKZFEZREMIAFEXRMEE _EREKEF N, FNAAERIEREE
WINEFTBNERFE. WRELE. BN, NENE. BUFSS]. EIRAR.
BERENREEPEERSSEHT A,

FRNHRBAXEFREMNKRAEZ—, Bt EEMMNFIRE 7000 £, M 80%
R TERGEMAE, EFEEt. A8NERAXTNHEZHT, SEXMBXAEFR
ORI . 1M, T RESFRIETHEERS T RANEHRE, Hb, hEEZEERN
BRRRHERZ—. B 2018 FERERH (F—HMFNHER), HTEETEFINRELH
ANTHRE EFRH. BN EEREENR— (RASTERINIARENTHEMTERE

FF) B9% . 2019 FERERKHAGFARBAEAER, &L INFNRAMANER
FE XELBAAEMNETHOREE N K ERRRFRFORKIST T RIS
i/EO

LEZNRHHFRADVEZ—MREENHFRRFL, BEARDFTARELRS
KRVERE .
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