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EURORDIS-Rare Diseases

Europe — 370 yHMKaAbHas
HeKoMMepueckas accounauus,
obbeAnHAOLWasA CBbILLE 700
NaLMeHTCKUX OpraHn3aumin ns bonee
yeMm 60 CTpaH, KOTOpble cooblua pewaoT
33,341 MO MOBBILIEHMIO KAYeCTBa XU3HU 30
MUWIJIMOHOB 60/IbHBIX PeAKUMM
3abosieBaHMAMY, XMBYLLMX B EBpone.

OOCTUXEHUA
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RARE DISEASES EUROPE

> Bkniag B npuHsaTue agupektus EC no opdpaHHbIM SlekapCcTBEHHBIM
cpeAcTBaM (1999 I.), lIeKapCTBEHHbIM CPeACTBaM ANIA AeTel

(2006 I.) ¥ NIeKapCTBEHHBLIM CPeACTBaM COBPEMEHHOM Tepanun lon0c naumneHToB ¢

(2007 T.) PED‘KMMM

HALLIA
MUCCUA

€€ EURORDIS-Rare Diseases

Europe BMAUT CBOKO MUCCUIO B

> Yuactue B coctassienunm Mocnanua Kommuceum EC o pegknx
3aboneBaHusax (2008 r.), pabote Coeeta EBponbl NpegcraBneHne
pekomeHAauumit 0 Mepax, KoTopble TpebyeTcs NpuHATL B chepe
60pb6bI ¢ pegknMmn 3aboneBaHuAMM (2009 1), ¥ yyacTme B
coctaBaeHun Tekcta inpektusbl EC o npaBax naumueHToB npn
3apy6eXkHOM neyeHum (2011 r.)

3ABOJIEBAHUAMU

B EBpone

O6besnHAA NALMEHTOB, UX CEMbU, MaLMeHTCKNe
rPynMbl, BPayen, y4eHbIX U MPon3BoAUTENEN
neKkapcTB M Mobuansys ux yeuaus, EURORDIS
npviBekaeT BHMMaHWe obecTsa K npobaemam
naLneHTOB C peAKnMK 3aboneBaHMSMU

W y4YacTByeT B pOPMUPOBAHUM

€BpOMencKon MoanTuKm B obaactu
3/,paBOOXpPaHeHUs, NpoBeAeHus

Hay4HbIX UCCeA0BaHUN,

pa3paboTky HOBbIX

MeZULMHCKUX NpenapaToB

> Monynspwu3aums Tembl peskrx 3a6o1eBaHN Cpeamn NPoOUUX

BONPOCOB 34paBooxpaHenns EC TOM, YTOb6bI MOBLILLIATL KAYECTBO

> MNpozBMKeHEe HaLMOHabHbIX Ni1aHoB 60pb6bl C peaKUMU

XWU3HU NALUNEHTOB C pegKUMUN
3aboneBaHnamu s CTpaHax-4sieHax ECwn ApoYnX CTpaHax

. 3abos1eBaHMSAMU HE3ABMCKMO OT
> Monynspusayus Tembl peakvx 3abonesaquin B pamkax HayuHo-

uccnea0BaTeNbCKoi paMouHol nporpammbl EC CTpaHbl MX MPOXMBAHWA. )

> BK/1aA B BbIBOA Ha PbIHOK 3HAUYUTE/IbHOMO YMCAA MPOAYKTOB AJIst
naLVeHToB C pegkumu 3aboseBaHMAMY (CBbILIE 1800 CyyaeB
NPUCBOEHUSA JIeKapCTBEHHOMY Mpenapary cratyca op$paHHOro
npenaparta v 6o/1ee 130 BbIBEEHHbIX Ha PbIHOK OpdaHHbIX
NpPOAYKTOB)

> Opranusauus v nposeZeHvie EBponelickoit KoHbepeHuuM no
peakum 3ab6onesaHnam n opdpaHHbIM Npenapatam (ECRD),
KOTOpas NPOBOAMTCA Pa3 B Ba roja C 2001 T.

> CozaaHue v KOOpPAUHALMS MEXAYHAPOAHOM KamnaHuy «fieHb

KOHTAKT ENEWS

eurordis@eurordis.org 3aperucTpupyirech,
+33(0)1 56 53 5210 4TO6bI MONYYaTh
eurordis.org Hallu HOBOCTU Ha
eurordis.org/enews

PEOKWUE

3ABOJIEBAHUA

1 obcnyxmnBaHus
MaLueHTOoB.

peAkux 3abosneBaHUii», KOTOpas NPOBOAWTCS € 2008 T. B bosiee B MUPE Peakoe o o
YEM 94 CTPaHax v pervoHax n u mw(@] BBISBNEHO 3a60neBaHME @ w Tw

> ObyyeHue 6oee 400 NpeAcTaBUTENEN NALMEHTOB U YUEHbIX 13 CBbILE BCTpeyaercs
CBbILLE 40 CTPaH MUpa B pamkax JleTHel wkonsl EURORDIS y Kaxzoro B coBoKynHoCTY

> BaxHas posb B 6000 f:z;;:zk:;oro & Eepone
YUPEXAeHUN 1 PasBUTHM 24 b ratere HaCUYMTbIBAETCS
EBponeiicknx cnpaBo4HbIX 3abonesaHuit
cetel (ERNs) v cosganmm [T NGRS T URSE—- e
2;;;?:3::?;:’; saumre EURORDIS nogaepxumsaercsa cBoMMu uneHamu, AFM- (( OTspeAK”X B Qekapctsa or anp;;nv;cgcoa ”E;I;OBQK'

1 v o v 3a00s1eBaHUA OJ1blen 4acTun Tpaa wnx AKNUMU

NPaB naLmeHToB (ePAGs), Téléthon, EBponenckon kommccuen, poHAaMU 1 OTPAC/bIO Bonee BbicOKOE KQayecTBO XXU3HU U crpanaer 3a6051eBaHMH Ha sabonesaHnAMM,

0bbegMHALLWNX NopsigKa
1000 NaLUEeHTCKUX
opraHusaumii 1 200
npejctaButenei
nayMeHToB

3apaBooxpaHeHus. EURORDIS 6b11 ocHOBaH B 1997 roay.
HoBble 3¢ peKTUBHbIE IeKapCTBa A

nauuneHTOoB C peAkMMU 3aboneBaHUAMMU )

Co-funded by
the Health Programme
of the Eurapean Union
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Xutenen
3eMHOrO Wapa
Ha MpOTSXKEHWM
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EURORDIS

OPEN ACADEMY

EURORDIS Open
Academy

Mbl OAEM MALUUMEHTAM CUTIBIl o o o o o

O6beanHAs Ntogen ¢ peaKuMm
3a60/1€BaHMAMM B O4HO COOBLLECTBO U
pasBuBas X BHYTPEHHUIA NOTeHLMan,

HaBbIKW M 3HAHUA, Mbl aeM UM 3aLLMLLATb
CBOW MHTEpPECH! U 6OPOTHCA 3a JIyULLYHO
XMW3Hb A/ cebs U APYyruX MaLUeHTOB.

Ra) .?.

Rare

Barometer a
Voices RareConnect:

A EURORDIS INITIATIVE

MHunumatuea no OHNaNH-CeTb 419 NALMEHTOB C
onpocy EURORDIS peAK1MY 3ab0NeBaHUAMM U UX Cemelt

MNO/IUTUKN 3ApaBooxpaHeva
M COLMA/IbHOrO CEKTOPA, a
TakXxe yCJ'IerI, nccneaoBaHUA

Mbl SALLULLAEM UHTEPECHI MALIMEHTOB

Mbl 3awmiLaemM UHTEpeCh!
naLueHToB, CTapasch
CNeanTb 3a TeM, 4TOObI

1 nopsizoK paspaboTkum
JIeKapCTBEHHbIX CPEACTB
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y4uTbIBaIM NOTPebHOCTH
JIogen ¢ peAKnum
3aboneBaHMEM U UX POAHBIX.
B ocHoBe Halleit paboTbl
J1EXAT XXU3HU peasibHbIX
noaen us coobuiecTtsa
nauneHToB C peaKUMU
3aboneBaHusAMK.
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MPEBbILLE

EBponeiickas KoHpepeHLus
no peAknm 3abonesaHnAM u
opdaHHbIM NpenapaTtam

BCElo

RAREDISEASEDAY.ORG

nobanbHaa KamnaHus no
MOBbLILIEHNIO OCBEA0M/IEHHOCTH
0 peskunx 3abonesaHMaAx

e o o o o o« MblMPU3BLIBAEM NIOQEN K

AKTUBHbIM JEACTBUAM

Mbl obecneuyrBaem BoB/ieYeHME naunMeHToB B
npoueccel NPpUHATUA pemeHMﬁ cTem, YTObbI NX
MHEHMEe Tak>XXe yCabllwa/in, NpnuHAInN K CBeAeHUIO
N y4,n B XoZ e NnpoBeAeHNA MCC/'IEAOBaHMl\/'I n
pa3pa60TKV| HOBbIX J1IEKAPCTBEHHbIX CPEACTB,

a TakK>Xe Npu CoCTaB/IEHNU NOJINTUK B obnactm
34PaBOOXPaHEHNA N COLIMA/IbHOIO obecneveHus
N npesocTtaB/ieHNN COOTBETCTBYOWNX YCAYT.

EURORDIS.ORG

RARE
DISEASES
INTERNATIONAL

TnobanbHbIN anbaHC OAEN, MpuaaHne peaknm 3abonesaHnsm
XUBYLLMX C pegKUMu rnobanbHoro npuopuTteTta Ans
3abonesaHMaMM 06LiecTBEHHOr 0 3,paBOOXpPaHeHNs

NGO COMMITTEE FOR

RARE DISEASES



