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HAIIIN TOCTUIKEHUA

Jlenb manmuenTa I'omre Jleuenue
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2- May 2008
Caenyrtomuii — ORTAOPH O I[.HO -2006

o IIporpamma “7
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Bce nmarmmeHTEI IIOJTYyYaIOT
JIeueHmne




JIEUEHUE (M1IOHL 2012)

neTm B3p0(3JII>I OOwzee
4UCJI0

ITarmmenTE!

[TammenTs! HA JIeUeHUN 69 213 282
Cerezyme 69 167 236
Zavesca 0 0 0
Velaglucerase Alfa 0 6 6
Eliglustat (Genzyme’s small 0 40 40

molecule trial

Taliglucerase 0 0




HAIIIY TTPOBJIEMBI

Camas OoJsibImast IpodJIeMa CeroaHs — C IalleHTOB
CHUMAIOT UHBAJHUIHOCTD, IIOCKOJIBKY MHOTHE
YYBCTBYIOT ce0sI XopoIro. XoTs IIaIueHThI ¢ ['omre
II0JIYYAIOT CIeIINAIN3UPOBaHHbIE IIperIapaTsl
He3aBUCHUMO OT MHBAJIMIHOCTH, OHH HYKIAIOTCI B
9TOM CcTaTyce, IIOCKOJIbKY 0e3 Hero oHM He MOI'yT
II0JIYUYUTEL OECIIJIATHO JAPYyTrHe IIperaparTsl JJIs JeUeHNns
000CTpEeHUA.

ITarmmenTy 6€3 MHBAJIMIHOCTH HE IIPEJOCTABJIISIETCS
OecIJIaTHBIN IIpoe3] 0o KINHUKY B MocKBe 1 00paTHO.

30% marmeHToB ¢ 00JIe3HBIO I'0oIlle HEe UMEIoT
WMHBAJINIHOCTHU.



NHBAJINTHOCTH

Mg1 mHOTO pas3 ooparraauck B MuH3Ipas ¢
IIPOCHOOH PEIInTh IIP00JIeMy HHBAJIUIHOCTH, HO
II0Ka OHAa He peIlleHa.

Cetiuac ocyIecTnJisieTcss HoBas roc. IIporpamma
«/loctynmHaa cpema» miia maBaangoB Ha 2011-2015
rr. B pesyabTare nomkHa npouTtn pedpopMa
3aK0HOJATe/JILCTBA 10 UHBAJIHUIHOCTU. MBI
HaJeeMCs, UYTO 9Ty IPO00JIeMY yIaCTCI » "7z




MBI COTPYIHUYAEM C
POC3IPABHAI30POM

Tepexosa M.JI. - yien
OO1mecTBEeHHOIO COBeTa

110 3aluTe IMPasB
namueaTos npu P3H

o CoTpyaHMYECTBO HAYATO B
2007

o Mgp1 mpoBOOUM

o Ms1 monmmcamn

COTPYIHUYECTBE C JIEKaPCTBEHHOTO
PocaapaBrang3zopom obecreeHN
B 2007 o Paboraewm c

o0OpallleHUSIMHU IIAI[eHTOB ‘




MbI COTPYAHUYAEM C MUH3IPABOM

Tepexoa M.J. —unen
CoBeTa manmueHTCKUX

oprauu3amui npu M3

o IlammuenTcrue

o The council of opraHms3anuu
patients IIPUHUMAIOT Y4aCTHUE B
organizations was pelIeHn IpodJIeM:
founded 1n )
June.2011 to defend o Penrkux 3aboseBanuii
patients rights (the o JlocTyn K JIe4eHMIO

head —Minister of

health) o Peabuiuramnusa ‘




MbI COTPYIHUYAEM C
EBPONENCKUMUA OPTAHUBAIIUSIMU
IMAITMEHTOB
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o MbI — IIOJIHBIE
YJIeHBI
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KOHTAKTEI C
IIaI[MeHTaMU 13
OBIBIIINX PECITyOJINK
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HAIIIN MEPOIIPUATUA

MmbrI -

COOPTaHU3ATOPHI

Jlua Pb B Poccunu B
2012

1 nroHa — JleHp 3amuThl

o COBMECTHO C IPYTUMHU
OpPraHU3AITUIMU
ITIAI[MEHTOB MEI
npoBoguiu /leus Pb B

Poccuu 29 deBpansa
2012 r.




THANK YOU FOR ATTENTION!




CIIACUBO 3A BHUMAHUE!
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