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EBPOTEVICKAS OPTAHU3ALINSA MO
PEOKWM 3ABOJIEBAH/AM

EURORDIS — 310 ronoc npoxwusarowmx B EBpone
nauventoec6onee 400 penknx3abonesaHuii.

Mbl o6beaursiem okono 0600 opraHn3aumii
nauvenTos 13 noutn 60 CTpPaH.

Mbl — ronoc 30 MUJIJTMOHOB 60nbHbIX

peokumn 3aboneBaHNSMU, NPOXWUBAKOWNX B
Espone.

Hawacwnna—BeouHeHMNNCKOOPOUHNPOBAHHOCTH
nencteun. Bmecte Mbl npencrasnsgeM WNPOKNIA
CMEeKTp penkux 3aboneeBaHwit u CTpaH. 3710 |
MOBbILAET HaLlY NErUTUMHOCTb 1 YCUABAET Halle |

BINAHUE.
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Richard West | Puaapa Yact (cuHopom Bexyeta, Benukobputaqus)
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Sawura UHTepecoB NaLlueHToB C y4yacTtuem naumeHToB

Mpencraenss MHTepPechl 60MbHbIX PeakMMU 3a60NeBaHNSAMU B Pa3NYHBLIX OpraHax BNacTi Ha eBponenckoM U
HaumnoHansHom yposHsix, EURORDIS croco6cTayet ocywecTBneHmio NonuTKK, HanpasneHHoi Ha peweHne
npo6neM NalmeHToB 1 nx cemeit. Mbl MPOBOAMM WIMPOKME KOHCYNbTALIMM CO BCEMU HAWUMI YNeHaMn 1 ApYriMu
3alHTEePEeCOBaHHbIMI TLAMK NpU paspaboTke N6biX Mep, HaNPaBNeHHbIX Ha 3alWWUTy NPas U UHTEPECOB NaUVNEeHTOB.

Co3paHue n pa3sutune coobLecTBa NaueHTOB

EURORDIS cnoco6cTeyet 06beamnHeHmio nioLeii, KoTopbix KOCHynach npobnema penkux saéonesaqui. Mbl coznaem
LNS NauMeHTOB U UX POACTBEHHNKOB BO3MOXHOCTM MO 0OMEHY MHhopMaLmert 1 onbiToM. Mbl TakXe 0ka3biBaeM akTUBHYO
NoLLOEPXKY nnaTgoopmam u crnyxbam, o6ecneymBatowym pasBuTe 1 aEKTUBHYIO LeATeNbHOCTb 00LeeBponeicKoro
coobLecTBa NauneHToB ¢ peakumn 3abonesanHusmm. K nx uncny otHocstcst CoBeT HaumoHanbHbIx accoumauumii (Council
of National Alliances), CeTb eBponelicknx dpenepaunin (Network of European Federations) n ceTb nHTepHeT-coobwecTs
nauvenTos Rare Connect.

dopmmpoBaHue NOMUTUKU, YYUTbIBaIOLLLEW BaLLU UHTEpecChl

EURORDIS nposoaunt onpochbl 1 ocylWwecTensieT NpoeKThl, Aaiowme nauneHTaM BO3MOXHOCTb BbiCKa3aTb CBOE MHEHWe
Mo NoBoAdy NONUTVKM B 06NacTU 34PaBOOXPAHEHNS, CaMbIM HEMOCPELCTBEHHBIM 06Pa30M BNMSIOWEN HA NX XU3Hb.
Mony4yeHHas UHCPOPMaLIMS NCMOMNb3yeTCst ANS (POPMUPOBAHUS NPEANOXEHN MO COBEPLIEHCTBOBAHMIO MONMUTVKN B
06nacTi NpefoCTaBneHUs MEAULIMHCKOV MOMOLWM 1 COLManbHOro 06cnyxmBaHust 601bHbIM peakuMy 3a60onesaHnsmMm
C y4ETOM UX 0c0obbIX NoTpebHocTeh. Mbl akTMBHO conecTByeM 0OMeHy NepenoBbIM OMNbITOM B 3TON 06nacTn Mexay
YyfieHamm Halen opraHn3auunu.

MoppepxXka Hay4yHbIX UCCNepoBaHUA U y4acTve B KIIMHUYECKUX UCNbITaHUAX

EURORDIS crioco6cTayet BkAOYEHMIO MPOEKTOB, HANPABNEHHbIX Ha U3y4eHe peakux 3abonesaHunii, B YUCno
NPUOPUTETHbIX HaNpaBsneHuii npu paspaboTtke ctpaterun EC B 061acTu Hay4YHbIX UCCNeA0BaHUMA 1 (DOPMUPOBAHMN
6rooxerta anst vx oUHAHCUPOBaHWS. Mbl 3aWMILAEM UHTEPECh! NALMEHTOB C peaKuMi 3a60oneBaHNsaMmN B
06LeeBponenckIUx CTPYKTypax, 3aHUMaIOWMXCS UCCNEA0BaHMsIMIA B 061aCTU MeAUUMHBI, @ TaKXe 4AeM naumeHTam
BO3MOXHOCTb NPUHMMATL aKTUBHOE y4acTvie B MPOBEAEeHUU KNMHUYECKUX UCCNIEA0BaHMN.

CopeiicTBue pa3paboTke HOBbIX JIEKAPCTB U NOBbILLEHUE BOCTYNHOCTU NIeYeHUst

EURORDIS yyacteyet B 3akoHOmaTensHOM perynmpoBaHni NpoLeccoB paspaboTku M BHELPEHUs OPIaHHbIX
npenaparos 1 60/ee COBEPLEHHbLIX METOLOB /IEYEHUs!, B TOM YUCHE /IS NEAUATPUYECKMX Hyx . Kpome Toro,

Mbl aKTUBHO COTPYHMYAEM C (DAPMALIEBTUHECKMMI KOMMAHWUSIMU B BONPOCAX YCKOPEHUSi pa3patoTku HOBbIX
NeKapCTBEHHbIX CPEACTB 1 0BecreyeHnsi paBHO LOCTYNHOCTM IeYeHUs ANsi NaLMEHTOB BO BCex CTpaHax Espocotosa.

0p|'aHV|3aLI,V|9| 06y'-|eHv|;| I'Ipe,D,CTaBVITeHEﬁ nauneHToB

Mporpecc B 06nacTv MOVCKOB NyTel Ast neYeHust peakux 3abonesannii Goin Gbl HEBO3MOXEH 6e3 y4acTus nauneHTos
B MPOBEAEHNN K/IMHNYECKNX UCTIbITAHNIA, CO34aHUM PEEcTPoB naumeHTos 1 6aHkos 6uomatepuanos. EURORDIS
npeanaraeT NPeAcTaBUTENSAM NALMEHTOB NPOrpaMMbl MOArOTOBKY 1 y4eBHble MaTepuansl, MO3BONSIOWME 3HAYUTENBHO
MOBbICUTL SPIEKTUBHOCTbL X AENCTBMIA MO 3aAWUTE MHTEPECOB BONbHBIX PEAKVMM 3a60NeBaHNSMU.

MHq‘)OpMMpOBaHMe OGLLI.ECTBa U NoBbiLLleHune ero oceeaomM/IeHHOCTU

Insi Toro 4ToBbl peanbHO M3MEHUTb K Ny4leMy XU3Hb NaUMeHTOB C peakummn 3a60oneBaHnsaMm, Heo6X0AMMO
MOBbICUTH OCBEAOMIEHHOCTb MOMMUTUKOB, OU3HECMEHOB, MeLULIMHCKMX CMeLmnanicToB, UCCNeLoBaTENen 1 WMPOKOii
06LWeCcTBEHHOCTN 0 peakux 6oneaHsix 1 ceszaHHbIx ¢ HuMu npobnemax. EURORDIS ncnonbayet ceoto Beywyto
po/ib B 9TOM 06M1acTM 4ist PacnpPOCTPaHeHUs MHGPOPMALIMK, MPOBEAEHUS PA3bSACHUTENbHOM PaboThl 1 NOBbIWEHNS
0CBelOMNEHHOCTM 0BLecTBa 0 PeaKux 3a60NeBaHNSIX.



NMOYEMY Mbl
PEKOMEHOYEM BAM

BCTYINAUTb B EURORDIS?

NMPUTMALUAEM BAC NMPUCOEAOVHUTBCA K
MHOIOHALIMOHAJTbHOMY OBLLLEEBPOMNMENCKOMY
COOBLUECTBY LENEYCTPEMJIEHHbIX JIFOOEN,

OB bEOUHEHHbIX CTPEMJIEHUEM COOBLLA PELWWATD
NMPOBJIEMbl U OTCTAUBATb UHTEPECbDI BOJ1IbHbIX PEOKUMU
3ABOJIEBAHUSAMU B EBPOIE U 3A EE NPEOEJIAMM.

Mpenmywectea ynedctsa B EURORDIS
P yyactue s pabote coobuecTsa, obbeanHsowero 6onee 600 opraHM3aLmWii NALUEHTOB U3 PasHbIX CTPaH

) MpencraBuTenscTBO B KIOYEBLIX 06LWEEBPONENCKIX CTPYKTYpax, BKodast EBponeiickyto Komuccmio, EBponeiickoe areHTcTBo
no nekapcTeeHHbIM cpeacTeam (EMA) a Takxe Ha BCex BaXHeMnWnx oopymMax ¢ y4acTmeM OCHOBHbIX 3aMHTEPECOBaHHbIX
CTOPOH.

) Mybnukaums ceoux HOBOCTEN U 06bABNEHUI Ha caitiTe EURORDIS

) Y4acTue B yueBHbIX CeMMHapax no Bonpocam paspaboTku, NPOBEAEHUs KTMHUYECKUX UCTIbITAHUI 1 CePTUMMKALINN HOBBIX
npenaparos, opraHndyembix B pamkax JletHeli wkonsl EURORDIS ans nuu, NpeacTasnsiowmx MHTEpech NauneHTos

) MpeunmyliecTBEHHOE NPABO Ha MOYYEHNEe rPaHTOB ANs y4acTus B paboTe MexXayHapoaHbIX KOH(PEPEHLWA 1 CoBelaHui, B TOM
uncne EBponerickoii KoHdpepeHLmn Nno peakum 3aboneeaHusM 1 opdpaHHbIM npenaparam v CoselaHuns YneHos EBponeiickon
accoumaumy pa3paboTymnKoB v NPOV3BOAUTENEN NEKAPCTBEHHbIX MPEnapaTos

> JlbroTHast CTOMMOCTb pPerucTpaLwmy Ans y4acTvisi B EBponenckoi KOHGepeHLMM No peakuM 3a6onesaHnsmM 1 opchaHHbIM Npenaparam
(ECRD)

) Yuyactue B pabote CoselaHusi 4neHoB EURORDIS 1 pabouvix rpymnmn no noBbilWEHNI0 KOMIETEHLMN NPeLCTaBUTENEN NaLNEHTOB
) Pasmelervie Ha caiite EURORDIS npsiMOi CCbIIKM Ha Balw cailT

> Bo3MOXHOCTb CO3AaBaTb MHTEPHET-COOBILECTBA NALIMEHTOB C BalMM 3a60/1€BaHUEM C MOMOLLbIO
VHTEpHET-pecypca rareconnect.org

) BO3MOXHOCTb NpuHMMaTh yyacTtue B [lHe 60nbHbIX penkuMmn 3a6oneBaHnsaMN Ha NpaBax NpUBUIErMPOBaHHOMO y4acTHUKa
(MpoBoAUTCSA eXeronHoO B NOCNEfHWNI AeHb dheBpans, rarediseaseday.org)

) MpaBo ronoca B xofe MeHepanbHoi accam6ner EURORDIS (NMpenoctaBnsietcs ToNbKo OeACTBUTENbHBIM YneHaM)

) Mpago 6biTb N36paHHbLIM B cocTas MNpasneHus EURORDIS (NpefoCcTaBNsieTcs TONbKO AEMCTBUTE/bHLIM YeHam)
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EURORDIS -Hanbonee BnusitenbHas esporelickas opraHusaums, npeacrasnsiowas 60bHbIX
penkummn 3abonesaHnsMn. OHa paboTaeT B TECHOM KOHTaKTe C PyKOBOASWMMU OpraHamm
EBpocotosa, rae ycnena 3acnyXxuTb penyTtaumio NPpU3HaHHOMO 3alUTHKA NHTEPECOB 1 NpaB
nauveHToB, a ee NPeACcTaBMTENV N3 YACNA NALMEHTOB BXOOAT B COCTaB BEyLNX KOMATETOB
EBponeiickoro areHTcTBa No NeKapcTBEHHbLIM CPEACTBAM, HEMOCPELCTBEHHO 3aHMMaIOWXCA
BOMpocamu pa3paboTky npenapaTos s nedeHns peakux sabonesaHuit... Kpome Toro, oHa
0KasblBaeT HaM HEOLIEHVMYIO MOMOLLb B MOMyYEHUN UHCPOPMALIMN U HANaXMBaHUN KOHTAKTOB.
YneHbl EURORDIS no cobcTBeHHOMY OMbITY 3HAIOT, HACKOMBbKO 6OMbLUON BEC UMeeT aTa
opraHv3aLmsi Npy paccMOTPEHNM BOMPOCOB, TPEOYIOWMX PELIEHNS HA MEXAYHAPOLHOM
YPOBHe, 1 KaKylo BaXHy0 pO/b OHa UrpaeT B Ka4eCTBe NCTOYHMKA MHAPOPMALIM 1 OKa3aHWs
NoAAEPXKN Ha YPOBHE OTLEMNbHbIX CTPaH.

Lxon Oapt (Debra International 6narotsoputenbHas opraHu3aLms, 3aHUMAaroLLasiCsl 0OKa3aHneM
rnonaepxku 60/bHbIM 6y€3HbIM 3MUAEPMOINIOM)
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http://rareconnect.org
http://rarediseaseday.org
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C momeHTa 06pa3oBaHus Hale opraHn3aLmny NaumMeHToB, Mbl NOTyYaem

ot EURORDIS nopnepxky Bbicoyaiiiuero npogeccroHanbHoro ypoBHs.
Konnern nza EURORDIS okasanu Ham HEOLIeHVMYIO MOMOLLb B HALIWX YCUNNSX,
HanpasNeHHbIX Ha MHTEHCUMKALIMIO MpoLecca pa3paboTkm HOBbIX NpenapaTtos

\

Onst 60NbHbIX MHOXECTBEHHOW MUESTOMOIA.
Greetje Goosens/Ipetbe 'yceHc (EMP, EBponerickas nnatgpopma,
obwbeauHstowas 60/1bHbIX MAETOMOW)
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p HazHauuTtb NpencTasuTens (xenarenbHo BNAAEIOWEro aHIMIMACKUM S3bIKOM) ANA NOLAepXaHNs KOHTaKTOB C
EURORDIS.

P ExeronHo nnatuTb YneHckue B3HOCH! (M0APOBHOCTYN Ha CTp. 7)
P Coobwatb Ham 060 BCex UBMEHEHUSIX B Balel opraHaaumny (Hanpumep, 06 nameHeHun coctasa MNpasnexus,

KOHTaKTHbIX OaHHbIX, MICTOYHUKOB (pUHaHCUPOBaHWS, q)VIHaHCOBOI?I OTYETHOCTUN N T.I'I.), a TakXxe OoTCblnaTb Ham
OT4YEeTbl O CBOEN AeATeNbHOCTN MO uToram roga
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Mbl 6narofapHbl BaM 3a BO3MOXHOCTb BHOCUTb CBOI BKNAL B pelleHne BaxXHbIX Npobnem, Haxo4uTb HOBbIX
Lpy3eii 1 yyBcTBOBaTH cebst HopManbHbIMU NtoabMU. Ho ocobeHHO Mbl BnarofapHbl Bam 3a T0, YTO Bbl
noMoraeTe Ham npeofoneTb 60Mb 1 OrpaHNYeHUs, HaknaablBaeMble Ha Hac Hawumy GonesHaMmu, 1 cosnaeTte
YCNOBMSsi, MO3BONSIOLME HAM PACKPbITh HalKW Nyylne KayecTsa U NpeBpaTuTb Haly Tpareamio B 60pbby 3a

LOCTVXEHVE BnaropoaHbIX Lener..
Camelia Lazar/Kamenus Jlasap (Accounaums naumeHToB ¢ 601e3Hbro Bunbsmca, PyMbiHNS)
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) MpuHnmaTtb yyacTtre B pabote CoselaHus YneHos EURORDIS 1 EBponeiickoii KOHgepeHLMM Mo penKnm
3a6oneBaHWsIM 1 OpHaHHbLIM Npenapatam

p TMpuHMMaTh yyacTvie B peannaaumy Hawmx NpoeKToB
P TpuHrMaTh yHacTre B perynsipHo NPOBOAMMbIX HAMU OMpocax

p BxocuTtb BKNag B pa3pabotky ctpateruii EURORDIS nyTeM y4acTusi B COCTABNEHN NOKYMEHTOB,
n3nararmolyx Hawy no3uLmio No KOHKPETHbIM BONpocaM, a TakxXe B paboTe KOMATETOB U LieNeBbIX Fpynn

} Bblgsuratb kKaHAMAAToOB (I/IS 4yucna naunmeHTos nnu cneunannctoB, 3aHMMaKWKMXCA BalWM KOHKPETHbIM
3aﬁOJ’IeBaHI/IeM) Anga ydyactua B pa60Te KOMUTETOB 1 COBeLWaHumn EBpOI'IeI7ICKOFO areHTcTea no
NleKapCTBEHHbIM cpencTeam

) BbicTaBnsThb CBOK KaHAMAATYpY Ha Bbibopax B cocTas lNpaeneHns EURORDIS
(TONbKO OECTBUTENBHBIE YNEHbI)

» Tonocoeatb No BonpocaM, BbIHOCUMbIM Ha 06cyxaeHne eHepanbHoli accambnem (Tonbko
LENCTBUTENbBHBIE YNEHDI)



KTO MOXET NMOOATDH
3AABKY HA BCTYIJIEHUE

B EURORDIS?

OpraHu3auum nauueHToB:

P npencraensiowme NaUMEHTOB C peakuMmu 3aboneBaHusaMu, K KOTOpbIM B cTpaHax EC, cornacHo PernameHTy
EC no opdpaHHbiM npenapatam (1999), KommioHnke Kommuccumn EC no peakum 3ab6onesaHusim (2008),
PekomeHpaumsim Coeeta EC no Mmepam B obnactu penkux sabonesanuii (2009) n OupekTtmee EC o npasax
nauneHTOB Ha TpaHcrpaHuyHoe MeanumnHckoe obenyxmnsarmne (2011), oTHocsiTcst 60n1e3HU ¢ KOIPAPULMEHTOM
pacnpocTpaHeHHocTM 5 cnydaes 3abonesaHust Ha 10 000 Yenosek

) 3apermcTpupoBaHHbIE B €BPOMNEVCKOl cTpaHe (04HOM M3 48 cTpaH, BXOASIWMX B CMUCOK, cocTaeneHHbIn EURORDIS
Ha OCHOBaHWW onpeneneHunid, paspaboTtaHHbix EC, CoBeTom EBporbl 1 eBponeiickum nogpasneneHvrem BO3)

) C npeobnanaHnem NauneHToB C PefKMMU 3a60NEBaHNSIMW UMK YNEHOB VX CEMEN B COCTABE PYKOBOASLMUX OPraHoB

) (PVHAHCOBO HE3aBMCKMbIE, B YACTHOCTY OT (DapMaLIEBTUYECKMX KOMMNAHWIA (CPeACTBa U3 CTOPOHHMX UCTOYHUKOB
(PVMHAHCUPOBAHWS B COBOKYMHOCTU HE AOMXKHbI NpeBbiwaTh 50% oT oblwero pasmepa 6roaxera)

) vMeloLme cTaTyc HEKOMMEpPYeCKMX opraHnsaLmnin

> ocyuwecTensouwme peanbHyo 0esaTelbHOCTb, HanpaBieHHY0 Ha NoAAePXKY NauneHTOoB, 3aWnTy Ux npas n/vnn
nposeneHne nuccnenoBaHuii B obnactm penkmnx 3aboneBaHuii

HepnaBHO co3paHHble nauveHTckne opraHm3auun (cywecTeytowme meHee 1 roga) npuHumatotcs B EURORDIS ¢ nprcBoeHnem BpeMeHHOro
cTaTyca «acCcoLuMMpoBaHHOrO YneHa». Mo ncteveHnn rognyHoro ncneitatensHoro cpoka Coeet avpektopos EURORDIS MoXeT NOBLICUTL MX
cTatyc 0o AeVCTBUTENbHOrO Ha OCHOBaHUM MHAYOpMaLmMm 06 1x OesTeNbHOCTW, COAEPXALENCS B X NEPBOM E€XEr0LHOM 0THETE UMM UHbIX
NpPencTaBNeHHbIX UMK LOKYMEHTaXx, a TakXe Mpu YCNOBWUM BbIMONHEHNUS BCex 00s13aTenbHbIx TpeboBaHuii k YneHctey B EURORDIS.

OpraHu3auuu, npeacTaBnsoLWMe NaLUEHTOB ¢ peaKumK 3abonesaHuamm 3a npeaenamu EBponbl nnm
NauueHToB ¢ 3a00neBaHUAMU, UMeEIOLUMK G01ee BbICOKMIA KO3 (ULMEHT pacnpocTpaHeHus, yem 5/10
000, moryTt npucoeamHuTbcst K EURORDIS B KayecTBe accOLMMPOBAHHbBIX Y/IEHOB.

B uckniounTenbHbIX cnyyasix, 06ycnoBneHHbIX 0COBEHHOCTSIMU NaLMEHTCKON OpraHm3aLm, KOHKPETHOro 3a60NneBaHnst, UCTOPUYECKMIA
NpUYvHaMK UK cuTyaumeir, pelwexune o npueMe Hosbix YneHoB EURORDIS MoxeT 6biTb NPUHSATO 6€3 y4eTa 0AHOr0 UM HECKOMBKUX
kpuTepues. OKkoH4aTenbHoe pelleHne B oTHoweHun YneHcTea B EURORDIS Bo Bcex cnyyasix npuHumaetca Cosetom nupektopos EUROR-
DIS, koTopblii He 06513aH packpbiBaTb NPUYMHBI MPUHATOTO PELIEHNS, OTPaXXaeMble B MPOTOKOME 3acefaHus.

ExxerofiHblii npoLecc perynsipHoi nepeoueHku cratyca AEWCTBUTENIbHbIX YEHOB

Kaxpgbiv ropg, copma ons 06HOBNEHUSs CBeAeHUN, a TakKXe 3anpoc Ha NosyyeHue rogoBoro oTyeta U CnNUCKa nuu, BXOoAsILLUX B COCTaB
PyKoBOAsLLEro opraHa, HanpaengarTCcsA cneanyoLwnuMm opraHu3aumnam:

1. neictBuTenbHbiM uneHam EURORDIS, npegnaratowmm kaHanpatypy B coctas Coseta aupektopos EURORDIS

2. HauMoHaNbHbIM accoLmaLnsm 1 eBponenckum denepaumsm no peakum 3abonesaHnsm

3. peiictButensHbiM YneHam EURORDIS, npricoeaMHMBIIMMCS K Halwei opraHuaauuu 3a 10 neT Ao nocnenHero o6HOBNEHWs Npasun npuema
(Bce peictBuTENbHBIE YneHbl EURORDIS, nprcoenunHmBlinecs kK opraHudaumm oo nekabps 2013 roaa, nonyunnu coopmy
Ons nepeoueHkm ctatyca B 2014 r.)

KAK NMOOATb 3AABJIEHUE?

Iinga Toro 4ToObl NnoaaTb 3assnexHue o npueme B YneHol EURORDIS, nocraTtoyHo
3anoJiHNTb 0/1aHK 3asiBJIEHMSI 0 NPUEME U OTNPABMTb BMECTE CO CIeAYIOLUMHK
LOKYMEHTaMu:

) ycTaBoM Baller opraHm3aunm

) NOMMEHHbIM CMINCKOM PYKOBOASIWErO OpraHa ¢ ykasaHneM Afisi KaXaoro BKNHYEHHOro B HEro nuua, SBnsetcs nn
OHO NauneHTOM Unum 4neHom ceMbun nauneHTa

P ronoBbIM OTYETOM Bale OpraHN3aLum 3a NPeWeCcTBYOWMNA OTYETHBINA rof (BKMOYas (PMHAHCOBLIA OTYET)

P KpaTKnM onmncaHnem OCHOBHbIX HaNpPaBNeHW LeaTENbHOCTU U Lenev opraHnaauunm (o BO3MOXHOCTH Ha
aHrMUIACKOM 53biKe)

p nybnukauusamMm Uunu MeToanyeckumMmn Matepuanamm (Npyu Hanu4mnm)



K KOMY OBPATUTbCH?

» Halwe KoHTaKkTHOE NULO NO BONPOCam NpremMa HOBbIX YNEHOB
- Anja Helm/AHsa XenbM, cTapwuii MeHeaxep no Bornpocam
B3aMMOOENCTBUS C OpraHM3aunsamm naumeHTos Agpec:
96 rue Didot 75014 Paris FRANCE
TenecdpoH: + 33 (0)1 56 53 52 17 dPakc: + 33 (0)1 56 53 52 15
Email: anja.helm@eurordis.org

KAK Y3HATDb O NMPUHATOM
PELLEHAWN?

Kak ToNbKO Mbl NOJIy4MM OT Bac BCIO HeoOXxoaumyio MHhopmaLumio, Balue 3asB/ieHue
OyneT BHUMATE/IbHO U3YYEHO HALLMMM COTPYAHUKAMUN U NPefCTaB/IEHO HAa pacCMOTPeHUe
Y4acTHMKOB Onnxaiwero 3aceaanus lMpasnenus nnu Mpasnexns.

) B cnyyae nonoxuTensHoro peweHns Coseta AMPEKTOPOB Balla OpraHnaauust noayyYmT NpMBETCTBEHHOE 3NEKTPOHHOE
coobuweHre v norotun YneHa EURORDIS. OpraHnsauns cuutaeTcs oouumansHo NpruHATOR B YneHsl EURORDIS nocne ynnatbl
NepBOro eXerofgHoro 4eHCKoro B3Hoca.

P B cnyyae oTpuuatenbHoro pelweHus MNpasneHns Bawa opraHMaaums nony4uT CoOTBETCTBYIOWEE YBEAOMAEHNE, NOANNCAHHOE
Mpe3nneHTom EURORDIS.

YJIEHCKUWE B3HOCHI

Paamep YNEHCKNX B3HOCOB, YyrnavnBaeMblx OENCTBUTENbHbIMU YeHaMn, paccymTbiBaeTcs

UcXons 13 pasmMepa rogosoro GroaxeTa opraHu3auuy (3a NpeawecTByOWNi roa):

FopoBon OlopKeT Pa3mep 4neHCKUX B3HOCOB:
MeHee 10 000 espo 25 eBpo
10 000 — 99 000 eBspo 75 eBpo
100 000 — 499 000 eBpo 200 eBpo
500 000 — 999 000 espo 600 eBpo
Bonee 1 munnuona espo 1250 eBpo

PaaMep 4neHCKUx B3HOCOB, ynnadmBaeMbiX aCCOLMMPOBaHHBIMI YNeHaMu, He 3aBUCUT
OT pasmepa rooBoro GoAxeTa opraHmsaumu.

Pasmep 4neHCKnX B3HOCOB,
ynjiaynBaembiX acCOLMMPOBAHHBIMM 25 eBpo
YyneHamu

YneHckne B3HOCHI ynnaymearoTCcA eXerogHo B ssHBape.
Pa3Mep B3HOCOB yCTaHaBnMBaeTCs FeHepaanoﬁ accambneei.

NMPUCOEONHAUTECDH K
HAM NPSIMO CEVNYAC!



<
(&
EURORDIS

Rare Diseases Europe

EURORDIS

Plateforme Maladies Rares
96, rue Didot - 75014 Paris
FRANCE

TenedpoH: + 33 (0]1 56 53 52 10
eurordis(deurordis.org
eurordis.org

’

rq . AFMTEEEEH:!,?:E: 1’

This publication has been funded with support from the European Union’s Health Programme and by the Association
Francaise contre les Myopathies - Téléthon (AFM). This material only reflects the views of the author, and funders cannot
be held responsible for any use which may be made of the information contained herein.

eurordis.org

: 01 43 66 20 44 - www.agencegalilee.com

Agence Galilée - tél.



http://www.agencegalilee.com

