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MpucoeguHanTechb K pacTyliemy
coobwecTBy 6onee yem u3 800
opraHu3auuu naumeHToB no Bceu Espone!

EURORDIS-Rare Diseases Europe —
3TO YHWKaNbHas HeKoMMep4yeckas
accoumaums,

obbeaunHaAoWas CBblLe 800
naLMeHTCKMX OpraHusaummn nsbonee
yem 70 CTpaH, KoTopble coobuia
pewaroT 3afays Nno NOBbIWEHUIO
KayeCctBa XW3HM 30 MWIJIMOHOB
60/1bHbIX pegkrMu 3aboneBaHUaMY,
xusywmx B Espone.

O6beanHAS NaLMEHTOB, UX CEMbM,
nawumneHTCKMe  Tpynnbl,  Bpayew,
YYeHbIX M NPOV3BOANTENIEN IEKAPCTB

1 Mobuamnsys mnx ycmunmus, EURORDIS
npuBiekaeT BHMMaHWe obliecTBa K
npobaemMam MauMeHTOB C pesKUMU
3aboneBaHMAMM U yyacTByeT B
dopmmpoBaHUM

eBpOnenckon NoaUTUKM B obnactu
3/,paBOOXPaHEeHMS, nposezeHns
HayYHbIX nccnesoBaHul,
pa3paboTkM HOBbIX MeAULMHCKMX
npenapaToB 1 06C/yXMBaHNS

NMnayneHToB.
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Fonoc nauueHToB

- C peaknmu
S 3aboneBaHusiMU B
e EBpone
\ ; Mbl 3ALLULLAEM UHTEPECHI MALIMEHTOB
Mbi 3aWmiaem uHTepecsl  ®  yunTbIBaNM NOTPe6HOCTH
MaLWeHTOB, CTapascb  °  /loAei C peAKuM
CNeAuTb 3a TeM, YTO6bI : 3ab0/1eBaHNEM U UX POAHBIX.
MOJIMTUKW 34PaBOOXPaHeHns B ocHoBse Hawen paboTbl exar
M COLMANbHOrO CEKTOPa, @ o  XKW3HU PeasibHbIX togen 13
TaKXe yCNyru, UCCIeAl0BaHNSI o  COODLLECTBA MALMEHTOB C
U NopsAoK pa3paboTkn e peaknMMM 3a60neBaHUAMU.
NIeKapCTBEHHbIX CPEACTB @
e o o
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Mbl JAEM ¢ ¢ « » v« « « MbIMPU3bIBAEM

MALMUEHTAM CUNblI EURORDIS

R EE T G LT RARE DISEASES EUROPE
3aboneBaHMAMM B 0O4HO cO0bLLEeCTBO U

pa3BuBas UX BHYTPEHHUN NMOTEHL WA,
HaBbIKM U 3HAHWUS, Mbl A€M UM 33l MLLATb

CBOW MHTepechbl 1 60poTbCA 3a NyULLyLO

XM3Hb AN151 ce6s 1 APYrUX NaLNEHTOB.

J'IIOJ],EVIVK AKTUBHbIM
AEUCTBUAM

Mbl 0becneunBaem BoB/ieYeHME NALMEHTOB B
NPOLLeCChI MPUHATUS PELUEHWUI C TEM, YTOObI NX
MHEHME TaKXe YC/IbIWAAN, MPUHSAAN K CBEZEHMIO
W YY1V B XOZ€e NpOBeAeHUs UCCIeA0BaHNN U
pa3paboTKyM HOBbIX 1eKaPCTBEHHBIX CPEACTB,

(] [ ]
a Tak>Xe npu coCcTaBN€HUN NONNTUK B obnactn
nAuM EHTbI 34PpaBOOXpPaHeHUA N COLLMAIbHOI O obecneyeHus

I'I P E B bl Lu E BC E ro 1 NpeAoCTaBNeHNN COOTBETCTBYIOLLMNX YCAYT.
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EURORDIS Barometer
OPEN ACADEMY Voices RareConnect?
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ctaTtb YyneHom EURORDIS
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MpucoesnHsaNTeCb K BCEMUPHOW CE€TU, HacuuTbiBawelr 6onee
800 uneHoB EURORDIS. O6uwaitecb € ApyrumMu nauueHTamy,

\ CraHbTe TbiO ; : CTpajalWmmMn peakmmn 3aboneBaHusaMY, @ TakXkXe C MOJAUTUYECKUMU
cun ONn paCTymero AeATenaMy, NnocCcTaBUWMKAMN MEAULMHCKNX YCayr, WUCCAeAOoBaTENAMU
i 0‘66 CTBa ] N npeanpuatTuamMmn ¢ nomouwbio nHnumatns EURORDIS, Bkatovas JleHb

peakux 3aboneBaHuii, oHsialiH-noptan RareConnect, TpeHWHIU U

HW@GAKMMM MEpPOMpUATUS, BK/ItOYas NeTHIoto wkoay EURORDIS, a Takxe cemuHapsl,

NpoBoAVMble ANt Kpyrioro cTosia komnaHuii EURORDIS. CTaHbTe YacTblo
MeX/AYHapoAHOro ABWXEHUSs, CBSI3aHHOro C TakuMMU r106a/1bHbIMK
MHULMATMBAMK, KaK HempaBUTeNbCTBEHHbIM KoMWUTET Mo peskum
3abonesannam NGO Committee for Rare Diseases u MexAyHapogHas
cetb Rare Diseases International, obbeauHsatowas nogen ¢ peakumm
3aboseBaHMAMM.

ObuiaiiTech ¢ ApPYrumu N0g4bMu € peakum 3aboneBaHUAMU, CEMbAMU U
JIMLLAMW, OCYLLLECTBASAIOLL MMM YXO4, CO Bcel EBponbl v MMpa mocpeAcTBOM
yyactus B exxerogHom cobpanum uneHos EURORDIS, cemuHapax no
pasBUTUIO KOMMETEHLUUM Y4YacTHUKOB 1 BebuHapoB. Bocrnosb3ynTech
NIbrOTHBIMU PErUCTPALMOHHBIMM CTaBKaMu 415 yqacTus B EBponerickoin
KOHpepeHUMM no opdaHHbIM Mpenapatam ANs JIeUYEeHUA PeaKUx
3aboneBaHuit, B KOTOPOW NpUHAAN yyacTune Honee 800 y4acTHUKOB.

MpumMuTe yyactve B TpeHuHrax OTKpbiToM akagemun EURORDIS,

VAMTe OﬁyquMe; BK/IlOYas 3uUMHIOIO wWwkony EURORDIS no Hay4HbiM M;Hoaauuuﬂm

o —2 : M  MeXAWUCLUMIMHAPHBIM Hay4YHbIM MccneAoBaHUAM. [loBbiwalTe
o :ﬁ-V}OGbI cTaTb ! e YPOBEHb CBOMX 3HaHWM B 06/acTM UCCAeAO0BaHUMA W paspaboTku
'ﬁ._g¥|10ﬂ|'|0M0 €HHbIM. NeKapCTBEHHbIX CPeACTB TakuM obpasom, 4Tobbl Ball roJ0C U ronoc

Ballen OopraHunsauunmn 6b1K yCAblLaHbl. |-|Ol'ly"IVITe onbIT, HeO6XOAMMbIVI
ANnAa TOro, yTObbl 3aBOEBaATb yBaXeHne noIUTUKOB, HPEACTaBMTeJ'IEIL/II
oTpacimu VICCJ'IEAOBaTEJ'IEI\/’I.

CTaBNTeNeM NaulieHTa

MpvMuTe ydyacTve B LeneBbix U paboumx rpynnax EURORDIS, Takumx
Kak LeneBas rpynna mno AoCTyny, NMPoO3payHOCTU U MHPOpPMALMMU U
C006I.I.l,al7lTe U megnpenapatax (DITA), ueneBas rpynna no OLEHKE TeXHOJIorui
o 3ApaBOOXpPaHEHUs M KOHCy/AbTaTUBHasi rpynna no couunanbHoOu
(*)OpMMpwae nonutuke (SPAG), 4Tob6bl Bbicka3aTb CBOe MHeHue M cHOpMMPOBaTb
MeponpuaTua u noantukmn EC, KoTopble BAMAIOT Ha NaLMeHTOB C peAKMMKU 3abo1eBaHNAMY
MOMUTUKN B OTHOLWEHIN Mux ceMbu no Bceri EBpone. Y4acTByliTe B KOHCY/IbTaTUBHbIX BebUHapax,
[ 4yTOObI BHOCUTH M3MeHeHUs B MeMopaHayMbl EURORDIS
RpARNX 3abonesaHmi YneHbl EURORDIS Takxe Moay4yatoT eXeMecsyHbld OT4YeT rpymnmbl
B CTpaHax EBPOHbI TepaneBTMyeckux Meponpustuii EURORDIS (TAG), KkoTopbil
obecneyrBaeT CBS3b MeXJYy BOJIOHTEPAMM, YYaCTBYHOLWUMU B HAYUYHbIX
komuTeTax EBpomelckoro areHTcTBa MO JieKapCTBEHHbIM CpeAcTBam
(Hanpumep, KomuTteT no opdaHHbiM mpenapatam v Pabouas rpynna

mauvMeHToB W noTpebuTtenen) Ans Toro, 4TObbI rON0C MNaLMeHTa
yUnTbIBaICS Npy pa3paboTke opdaHHbIX MeArnpenapaTos.




YyactByiTe B
MEeANLIMHCKMX K
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3a60neBaW| ANSA NOMOLM.:
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YneHbl EURORDIS pykoBoASIT NOAUTHKOW B 061aCTH 34paBOOXpaHeHUs
M UCCNefO0BAHWUM, Hanpumep, MyTeM y4yacTuUs B WMCCAEA0BaTE/IbCKOM
npoekte RD-Connect. OHW rapaHTUpPYIOT, 4YTO rO/A0C MaLMeHTa
MPUCYTCTBYET M YYUTLIBAETCA B MPOEKTaX NO BaXHbIM TeMaM, BK/OYas
610baHKN, peecTpbl, XpaHEHWE U 3aLLUTY AAHHbIX, OLLEHKY TEXHONOTUM
3/1paBOOXPaHEHNS, AMArHOCTUYECKMEe U  KAMHUYECKME UCMbITaHuA.
YneHbl Takxke y4yacTBYIOT B €BPOMEMCKMX OpraHu3auuax no 3awure
npas nauuneHToB (ePAG), koTopble CMocobCTBYIOT aKTUBHOMY

BOBJIeYeHMIo mauveHToB B EBponeiickue cnpaBoyHbie cetn (ERN). CeTu
ERN, 3anyLieHHble B 2017 roAy, NpeAcTaB/soT cobol ceTh aKCNepTHbIX
M UCCNe0BaTe/IbCKMX LEHTPOB Mo Bcel EBpone, KoTopble Mo3Bo/IAIOT
0bMeHMBaTbCH SKCMEPTHLIMW 3HAHUAMMU MO peakuM 3aboneBaHWAM,
MO3TOMY MaLMeHTy He HYXHO Hukyaa exatb. YneHbl EURORDIS,
yyacTBytoLyme B ePAG, rapaHTUPYIOT y4eT noTpebHoCTel NaLMeHToB npu
pa3paboTke 1 ynpasaeHuu cetamm ERN.

YneHbl EURORDIS Ttakxe mosnyvatoT Bbirogy ot nporpammbl EUROR-
DIS EUROCAB, 6narogaps kotoponn EURORDIS okasblBaeT nogaepxky
OpraH13aL 1AM NaLUeHTOB B CO3A4aHMUM 1 ynpaBaeHnn KOHCYyNbTaTUBHbIM
coseTom coobujectBa (CAB). CAB — 3TO rpynna maLMeHTOB, KOTOpble
npeA/iaraloT CBOM 3HaHWUS CMOHCOPAM K/AMHUYECKMX WCCe0BaHuMN
n nomoratoT obecneunts paspaboTky M MNpoBeeHME KAMHUYECKMX
nccne,0BaHMM C y4eTOM MHEHUSA NaLMeHTa.

Mporpamma nccnegosaHuin EURORDIS Rare Barometer Survey Pro-
gramme npoBOAUT ONPOChI, @ 3aTEM NPeA0CTaB/SET Pe3y/IbTaTbl Y1eHaM
EURORDIS. Bonee 8000 y4yacTHMKOB nporpammbl Rare Barometer
(mauneHTbl, OMeKyHbl, yXaX1BaKoLWasa Mua U YieHbl CeMbK) OTBEYAOT
Ha onpockl Mo Hanbosiee BaXKHbIM A1 coobLLecTBa peakmx 3aboseBaHNi
TeMaM. 3aTeM pe3y/ibTaTbl COPTUPYIOTCS MO CTPaHaM 1 3aboieBaHMAM 1
npeaocTaBaATCA Yy4aCTHUKAM A4 I/ICI'IO!1b3OBaHVIF|BVIXI'IpaBO3aUJ,l/ITHOl‘/II
M MPOCBETUTE/IbCKOW AeSATE/IbHOCTU.

TOYHO BbIACHUTE MPUYMHY BaLlero 3abo1eBaHWs BCOObLL,eCTBE NALLMEHTOB
C pegkumn 3aboneBaHusmu. bnarogaps BebuHapawm, nporpamMmam no
HapaliVBaHWIO MOTEHLMaN], MEPOMPUATUAM U CeTeBOMY ObLLeHMIo
yneHbl EURORDIS vmetoT npsiMon 40CTyn K OMbITY U 3HAaHUAM Y4/1I€HOB
komaHabl EURORDIS no nexkapcTBeHHbIM CpeAcTBaM AN JeYeHus
peAKunx 3aboeBaHUM, 34paBOOXPAHEHMIO U COLMAIbHOMY 0becneyeHunto
N UCCIe0BaHUAM.
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UcknountenbHble npeMmyLiecTsa

ans yneHoB EURORDIS

YJyacTue B eXXerogHom MHdopmMmpoBaHMe 0 HOBOCTSIX
cobpaHun uneHos EURORDIS B MUpe peakumx 3aboseBaHnn
1 6ecnnaTHbIX CEMUHApax MOCpeACTBOM HaLLEro
YYaCTHMKOB MO HapaLMBaHUIO Aang>kecTa HOBOCTEN AA
noTeHuMana. YYaCTHUKOB, BbIXOASLLErO
Kaxzble ABa MecsLa Ha 6
A3bIKaX.
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YyacTue B LeneBo nam pabouen MpenmyLLecTBO OT NOAAEPXKKM
rpynne EURORDIS 1 BO3MOXHOCTb nporpammbl EUROCAB ot
BbICKa3aTb CBOE MHeHMe ANf EURORDIS ans co3aanumsa n
$opMMpPOBaHUS NOANTUKM O NpoBeZeHNs KOHCY/IbTaTUBHbIX
peakunx 3aboneBaHNSX B CTPaHax coseToB coobuiecTtsa (CAB) no
EBpocoto3a, Bk/oYas LeneByto Bawemy 3aboseBaHuIO.

rpynny AOCTYNMHOCTM, MPO3PaYHOCTH
“ nHdopMaL KM 0 MegnpenapaTax
(DITA), KOHCYAbTATMBHYIO FPynmny no
coumnanbHon noamtuke (SPAG) n rpynny
TepaneBTuyeckunx meponpuatuii (TAG).

Peknama geatenbHOCTH PykoBogacTBO
1 MeponpuATUIA BaLLewn OpraHu3aLnoHHOM CcTpaTerven
OpraHu3aLmm nocpescTsoM EURORDIS nyTem ronocoBaHus
EURORDIS eNews, Beb-caiTa, Ha exerozgHol MeHepanbHowM
AOCTYMHOrO Ha 7 A3blKax, U Accambniee EURORDIS (Tonbko
couManbHbIX CETEN, pa3melleHme MOJIHOMPAaBHbIE Y/IeHbI).

B cnucke Ha Beb-camte EURORDIS
CO CCbI/ZIKOU Ha Beb-canT Baluen
opraHvsauum.

LE

YuyacTue B nporpaMmmax
ob6yyeHnss EURORDIS Open
Academy, BK/IlOUYasA 3UMHIOKO U
netHioto wkony EURORDIS, a
Takxe LMbPOBYIO LLKOAY.

Hannuve npuBuaernpoBaHHoro
A0CTyNa K CTUNeHAUAM AN15
meponpusTnin EURORDIS n

JIbFOTHBIM PErncTPaLUOHHbIM
CTaBKaM A/19 y4acTus B
eBponenckomn KoHdepeHLUn no
opdaHHbIM NpenapaTam As
peakunx 3abonesanuii (ECRD).

&)

BannotnposaHue Ha
BblbOpax B COBET AMPEKTOPOB
EURORDIS (Tonbko
NOJIHOMpPaBHbIE Y/1eHbl).



‘ ‘ Mbi Bctynunu B EURORDIS, 1
BHE3anHO HalUKX rOPU3OHTbI PacLUMPUIUCS.

Hawwu oxxugaHusa

CTa/lM YBEPEHHOCTbIO, HallM COMHEHMS HalIN OTBETHI,
Halle Xe/flaHWe YYUTbCA JaNI0 HAaCTaBHMKOB M Hallle Xe/llaHue

NoAENUTbCA U NPEAJIOXXMUTb Hall/Io BHUMaTe/IbHbIX CyllaTes1en.
EURORDIS - 3710 Halwe coobuwecTBo 1 A0M, TO MECTO, F4e MOXHO
BMecTe bbicTpee ABuratbcs Brnepea. Bo3moxkHocTu ceTeBoro
obweHusa u obyueHus, koTopble Mbl noayuunu 6naropaps
meponpuaTUAM M cemuHapam EURORDIS, umeloT 6onbluyio

LLEHHOCTb. ’ ’

Knayama KpouuoHe, MeHezxkep Mo MpoekTam W CBS3AM WTaJbsHCKOM Tpynmbl
nauneHtoB HHT Onlus u ynpasnstowmn aupektop HHT Europe, EBponerickoi
desepaLnm HacNeACTBEHHON reMOPParnYeckon TesieaHrnakTasmmn, obe opraHmsaumm
- uneHbl EURORDIS.

[logaya 3assBneHus

MauneHTCKMe opraHmMsaLmMmM MOryT NoAaTb 3asB/ieHMe, YTobbl CTaTb NOMHOMPaBHbLIM
nan accoumnmnposaHHbiM YaeHom EURORDIS, B 3aBUCMMOCTM OT KpUTEPUEB, KOTOPbLIM
OHM COOTBETCTBYIOT, KaK yKa3aHO B popMe 3asiBaeHuUs.

B3HOCbI 32 MOAHONpPaBHOE Y/IeHCTBO
3aBUCAT OT rogo0Boro 6rogykeTa Bawwen
opraHusauuu:

@

YTo6bl NOAATH 3asB/IEHME HA Y/IEHCTBO,
3anosiH1Te GopMy Ha camnTe

www.eurordis.org/content/ 5.000 - 10.000

become-member 10 000 -99 999
 OTNpaBbTe ee Ha agpec 100.000 - 249.999

anja.helm@eurordis.org
250.000 - 499.999

500.000 - 749.999
750.000 - 999.999
1.000.000--2.999.999
3.000.000-4.999.999

5.000.00-19.999.999
>20.000.000

Joxopa, eBpo B3Hoc, eBpo
<5.000

ExxeroaHbin B3HOC ANS
aCCOLMMPOBAHHbIX YIEHOB COCTaBASAET
5O eBpO U He 3aBUCUT OT OroaxeTa
opraHu3aumu.
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Hawa
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C¢C EURORDIS paboTaet B
Pa3HbIX CTPaHaX U C pa3HbIMM

6os1e3HAMU, YTOObI CAENATb
JIyyLLe XW3HU IIoen,
CTPaAAoLWMNX PEAKUMM
3abosieBaHMAMU Y

EURORDIS.ORG

Graphic Design www.fabiennail.com

AHsA XenbM, CTaplunii MeHeKep no

paboTe C MayMeHTCKMMM OPraHN3aL UMK, % e CB;‘DKMTer

anja.helm@eurordis.org
+33(0)1 56 53 5217 C HaMU

EURORDIS nogaepxwsatoT ee uneHbl, AFM-Téléthon, EBponelickas N
KOMMCCUSA, pas3nnyHble GOHAbI 1 OTPAC/b 34PAaBOOXPAHEHMS. AFMTELETHON

. Co-funded by
INNOVER POUR GUERIR the Health Programme
* of the European Union

EURORDIS 6bl1a ocHOBaHa B 1997 rogy.




