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Movements and Organization Theory, Vol.4, 2005, pp.4-40.
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Mt EHE,.UAFRRAANRRNBEAARBTRKEN
R AFAMERSHTEEFRELWEATS . EFFEROH
KA BENXEBESFRARERE KRRASMUN AR,
BE5BEERSTH. BRESEINBEEAREAKAR, FEEK
BEARESEREESH  ELRARMMEIERREREMN
B R, ARSI AR ERERMBIE. BEAATY
HXBUFSITS 2 E 2 BIRFRMB N, RERFBREMNE
B,

AXHARERKXATX - HERFBEEHAR . SHESS
BEEBRHAENS. AXEAN THNIBSHNES BRI,
BERF - ASNTALESHANKAFRRTURAEA
LS 5HEBRITH. B, AFATERKT B 8HA LMK
o NEXRSHEXANARE DAL LHMWEERSHE
ZHEEENKEN, BBHASNGFEMERNTEER EMt2
REAHEENELHSREN. FEZT.XEAARIEBNS
. ELBEMEBHREBNERIT N, A, XkFL, EHARN
EahEEmTik. Sl HighAEEHREEniKE E8 S
WEBENMTHRABK REFEHLINSERELXEBE
MRREENE. BEHRAEBAANBIAS S, AT #HBIE R
HEHHAEN TS B AKATMARLN, IRXNL LR
SRR A

Hk, AXHBUEESXM#ETTH—FHNE, BENE
EBREXRESZXFALANBMABRAY MBRRENTHER
A ENE AN EERPEL VAR ET S HAMBIK
RERMLESHAR, KAFRERAKATHNBENBELS,
R T BE AL R AIE RBUSYLS g 2 A F I B
RIS ; FI B G R S A RSN EBATEI 0 B B & R AR
RENES, BETHAERS
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o FIEHREE IS ASBUR

Bia  AXBBEEARETBRSSNAE THTO T, ME
EPEERBR . PARENUFLREATHOME. ERSE
BT BEMA44ANESENTE EENNBEALNRERESH
B, BENRARZFEHOW, TUUMERNKERETHEN
S, AXRBEFERN AT R MARARE, UHBEETREF
NABEALNBERER, FENARTU#A— P o EERE
W EHNEERRBRRENFLE.

BEAANEERH#ATRAZMNESEE RETHEEN
ZRMAE, I EARKEAAETREZEEHMAN AR
Bo XENBREEMABRMARMNE, R# T BRI E, HH
BRRHTHRGERERM, XERBERCROBEERR 7 A
RIS AR E My BOR, BB T T 1. MAEFX—
FENEAR? nARERRY T8 Mitizfer FERBR
HERFMLFANER. —FTH.RANESREREN. A
. FE BENBRBSHEMTHENIENNTHAE BESZR
BAKNOAH. ATRENAHHEROBEZEAATR EREBN
S EXINRFEMB,. SIS RE4RAEIFHERNRE
RBFER. A—AH. WFEH# —FREBEAANENMNEIT
MERE, MR EHXNBGR, B R AF S 5BOEHIE, K
KHERENPEERE. EEFARTUSASENZENAHRETE
BEAANTHAMBEEER ], RERRE EREE.

From Mutual Aid to Participation: Rare Disease
Patient Groups’ Policy Advocacy in China

Jie Wu

Abstract: The occurrence and growth of rarc discasc paticnt groups is a

recent phenomenon in China. Paticnt groups are organized by patients and
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closc family members to combat a particular discase, cnable information
sharing, and now participate in policy change, yect with limited scholarly
attention. Why do paticnt groups refashion themselves from mutual-aid
groups to advocacy oncs? How to explain the divergence among the rare
discasc patient groups? Drawing on intensive interviews with 28
representatives of paticnt groups, this article finds that the groups’ policy
alignment, internal solidarity, and formation of advocacy coalition have
facilitated the patient groups’ engagement in policy advocacy. This article
fills the theoretical vein of the policy advocacy organized by less powerful
actors—paticnt groups and provides a first-hand investigation of paticnt
groups in China.

Keywords: Rarc-Discasc; Paticnt Group; Policy Advocacy; Mutual-Aid
Groups
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