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SEFNFBEGE. WHRISF. BYRL. HREESNENEENT AR
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. F85 M E0RMERMABHEIRLD, REMARMESF 14, 8
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https://kns.cnki.net/kecms2/article/abstract?v=A670bWUfwOnhDcyD7QwJn3wsFGOYRAhYD3pb9
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ML, BAES. EARSOMEHESIE, HELEM FREFSRBALH
EMENAGERNE, MEZEXRENRETRERSR, BdEHESTIHE
HE—FAUIRBEARS KT, EEFINCEERSHII, FaRENLERE,
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HE, TAESFANEHLAFRESNELRMES, ARBEAENEAEHRA
BENMBENARMY, BRAEEMNFREKESEN S EFHEERN, EHR
S5 ERN S A ET RREZ XA BT,
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https://kns.cnki.net/kems2/article/abstract?v=A670bWUfwOnvfY9i0mOrRWKGvTo7nZgJ5VRTeH1
bPAjotuOPP1zqa20BOZ7Exg6xhX5mjMaT4L7aU7vb87BVkjOTu2c5wRyU72REK5Ks6qgxlwhink8uR
7vdwlH3UKn3h_lwibRfeNIs=&uniplatform=NZKPT&language=CHS
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FNREREMR. WEER. ZHEEKR, SHEATAMMATIREZEE,
AHEEIRKEER, BMENRAYREL, EERERHE—RTIBERRER
EBSEN, RET20I5FESHRIFAT AR ABMEE, @it RS
MATFER, BIE018—2023FE#ME LHNATATEF—RHENRERFTE
WARITHHYER, PHPEENRAGMALZINRK. BNEHEFRENRER,
MEa R NRAYR LB NG FRIP, BEARENRLGYGEE, LUEEBAY
e LEIFAR. mEENREBEBNRALEK,
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https://kns.cnki.net/kcms2/article/abstract?v=La2KIAOQ31TBJRNd609IACKmZwR_Bwtxa6mDWeUi6b
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E&: aBW, £5F, BEE, &
XigiF: DTPZE; AFARSS, BHEMUAESEE, MEHh=, FEIRE
e
HHN: RREHEE (DTP) HEFENIFH=ZAEXAFRSHMNE.
Bk E2021558-2023F 1B E LA RRESAHAE (L5 BRATAMWE
HEBFBEIN=ZREBEMAZESEE (SMA) BENREILEE, WEEBRBBER.
GMaTMR. FREHREBIHITEIFIE S .
LR DTPAEAINHEZAFL2M, RMAESELATH (16.7%, 7/42) ,
ZLMRNTFEHE. FEhZER, 4Imt4B] (9.5%, 4/42) BEEZXTHE
I=ZBRAER. RARFAREHFALSZHHITEZ RS, 2618 SMAEE Y
DAREN: HPIGRMALR, 1G6RMAEKTIE. BHACTEHE,; HE
7 RBERN, —REEIRKAT, BEERAREEKNEFEEKR, BHNE
WELEXTELIE,
58 DTPHBEAIMAREIRSMAREFERFEIHI =N EEGE T E#HE
EEEMERZA,

JR3E

https://kns.cnki.net/kcms2/article/abstract?v=1u4N9e-cd2SocppPMfHoOZ-8oCkxsnmXw_ KWzOvWuH
JChVjtoTYjhhTU6-tSpVrkMF2pR1PygE29GWR55TIWOEXKKMTrRMN6bdTWmIKcn-PBW7awbxtBssTiPI12
Mi3JONETChqgxw5F8=&uniplatform=NZKPT&language=CHS
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1EE: KX, EIBRE, R, &

XiE: =R, BIBKE; CEERN; CEEE
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FEFFRARESREE, ARZEDIE, RITHRFE. 1277, BAEEXEIEER
it’E55, MBS T HMRHE. FIURSIEERESEIRMAROEN, WFEIREH
BWENCEAR, BUFEILREENGRP, HERFNFHIERENRENEE,
B R IREIBEREBIGNINR, SIERITRE. IGKIZT. BRI KRR
EHIEASR, BTOMKREE, AZNREBEEANZEERHEESE, MRE. F
HhE. 85, HERFACESE, WERBIBRESETEBENCEE R
HITTRIY, DRSS EIREUEWERASE AT SIECIEFEERIAIR,
[k

https://kns.cnki.net/kcms2/article/abstract?v=1u4N9e-cd2TuEPafvg9hAqp-Ne4F6mTqg9jlf3aHcCX4xqac
wJO05Hi-9COHN3gCamGQZkf6Sl4eilbdz2tbJlIxYpvodxUvvaOdhXSv4tl6hloWSUN2WdYYPGiDZ94aigGl
OM5wr6-iQ=&uniplatform=NZKPT&language=CHS
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FE BRI AR I AR E BE K —TkEh 10
F Y PREPATIRR R

Long-term benefits of physical activity in adult
patients with late onset Pompe disease: a
retrospective cohort study with 10 years of follow-up
3KiE: Orphanet Journal of Rare Diseases

£ZfnBdiE: 2023-10-11

{E#&: Gamidalsmailova, Margreet A. E. M. Wagenmakers, Esther Brusse, et al

KR M7, sapillghityl; BARENR,; ARTEE; RANE;, #RIE
(AR T AT E

M.

HR: 2011F, 3REEBRLAEEIVREE (Fi219.6-70.5%) ST —In

NERL2 A NMEKIEEZRIT R, S5EMI. RAEMINEESRINE.
HelE X T Zit S EMEE A3 IR K ER R a8, %Il B4 PA

IR EERITIRER M R DEAAREHFITKEARRAS RGN Z a4k

THRIXH R FHIZ R R,

R MAHEPANBRERLZERINFEE: HRIIABSNIEaIgkIT

X, I0AAXERAE, RIFBRAELER, FE20105F M7 D AR RRAIIERDT

EREE (CEEX, n = 16) EMA (RAROMEshIR) « AN EMINEE

ENRITTFATEENEE (K&K, n=13) (P<0.05) . 5XHRAZE

FMLL, 201183118k X P LIRS MG R EET A TUXIA A

NEEFRZHERPRIEH (P>0.05) .

£t NTFERNBEEMS, RR2010F 1R DA AR EHITREEERN

HRERGSERIE LGS, MMEUNEEHIIEIRESERESRE, X

PR 75 A ER N SR HE T AT TR TT T3 7o
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JR3CEE

https://pubmed.ncbi.nlm.nih.gov/37821981/

SBEAANTERLZFRER: REBERKIVIERE

The role of patient organisations in research and
development: Evidence from rare diseases

iR Social Science & Medicine

% #mBdiE]: 2023-10-17

{£4&: Arianna Gentilini, Marisa Miraldo

XEig: e, BEAR; EADE; FIF; ik

e

BEAAEHATURLIZEEURUEEENER, BENARRIFHNEZENER
. BAREA— N EEREELEREARNRUNE R R A SRR,
ZHEEES29TMER. 1893 MENMAEM30F (1990-2019) BIMAIREIIIIEA
WIRKRIRAE. NANEZEDMEHRFTIE, WEE1646910-MEBENLIRAE
IREGBH TN, GRAW, & “BEXR-ENERX" (country-indication
pairs) EYXILEH, ERFEEEBEHFLHLANER, EVE—NEEREELALNE
REABESNMAENER,;, MRTEELR, X "Bl ENRAETEANE
M, MAREAMBEBLHRNSINSTEBERY, BEARFTERNTFRIBTER
RHAMELEDN, B2, ZIMARRKA, BELARESISERNRAGMAATIELE
RIFEEEFA. NREFHFM 7SN RG] AR BEBANMERER
FENBELMW, NEH—DHHAR.

[R5

https://pubmed.ncbi.nlm.nih.gov/37866173/
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