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Pressrelease
3aCcTynHUK MiHICTPa OXOPOHU 30POB’sl YKpaiHU 3aK/IMKAE HAaAATH
«ryMaHiTapHy Ta ¢piHaHCcOBY niATpUMKY 3 60Ky papmaLeBTUYHUX
KomnaHin Ta koner 3 EURORDIS» ans nigzTpMMKu yKpaiHuiB 3
PiAKICHUMKM 3aXBOPIOBAHHAMM B HaUbAMXKUi poku

28 yepsHs, lMapux — Biakpusatoun okpemy cecito, npucBauyeHy mobinisauii pyxy piakicHux
3axBOpIOBaHb ANA YKpaiHW, Ha EBponencbkin KoHdepeHLii 3 pigkicHUX 3axBoptoBaHb (ECRD)

2022, 3aCTYNHUK MiHICTPa OXOPOHU 340p0OB’s YKpaiHu Ta rosioBa YKpaiHCbKOro
HaLiOHaNIbHOIO a/IbAHCY 3 PiAKICHUX 3aXBOPIOBaHb CKa3aiu “Mu HiKoau He 3abyaemo”
3YCMANA NO 33,0BOJIEHHIO HeraMHux noTpeb ykpaiHuiB 3 piAKiCHUMM 3aXBOPIOBAHHAMM, ane
3aK/IMKanum TakoX Ao 6inbloi NigTpMMKK ANA 3abe3neyeHHs HaflaHHA HallBaXkKIUBILIMNX

couia/IbHMX Ta MEAUUYHUX MOCAYT Y «CKAAHI» POKM, WO NulLe nonepeay.

3acTynHUK MiHICTpa OXOpPOHU 340poB’s YKpaiHu IpuHa Muknuyak Haragana, Wo «BHacAi40K
BiMHM 30% NaLi€HTIB 3 piAKICHMMM 3aXBOPIOBAH HAMM BUIXan 3 YKpaiHU» A0 EBpony, AKi
noTpebytoTb TepmiHoBOT NiaTPUMKM EURORDIS, opraHisauin nauieHTiB, EBponencbkmx
pedepeHTHUXMepex (ERN) Ta npoMmcioBocTi. 3a oliHkaMu, 8 MiZIbMOHIB yKpaiHL,iB BTEK/IM Bij,
BiMHM B YKPaiHi i NPOXMBalOTb NepeBaXHO B CYCiZiHiX 3 KpaiHOO AepiKaBax, Takmx ak MosbLa,
PymyHiaTa MongoBsa. MaHi Muknuak nposoBxmaa, BUCI0BUBLIM NOASKY [M0o/bLi Ta iHWMM
KpaiHaM, fKi NikAyITbCs NPO yKpaiHLUiB. «Mu Tam He BixeHLi», — cka3ana BoHa. «Mwu TaM rocTi, i
MU Le Bia4yBaeMO. Mu LiHyeMO niaTpUMKY KpaiH €C, aKi gonomaratTb HaWKM naudieHTam. Mu
LbOro HiKOM He 3aby semMo».

Ii cnoBa noasKkM Takox NOBTOpMAa ronoBa BceykpaiHcbKoi opraHisauii «OpdaHHi xeopobu
YkpaiHu» TetaHoto Kynewa, siKa, o4HaK, Haroa0Ccmia, WO iHLWi 70 BiACOTKIB, WO 3a/IMUNANCS B
YKpaiHi, 6araTo 3 Akux 6yam 3myLweHi NTOKMHYTU CBOT JOMIBKM, A0OCi HE MOXYTb OTPUMATU MEAUNYHI
KOHCYIbTaLLii Ta XXUTTEBO-HEOOXiAHi IKN, OCKINbKM IXHE XXMTTA «MOCTAaBIEHO Ha Nay3y».

MoHaa 20% ntoAen, AKi XXUBYTb 3 PiAKICHUMU 3aXBOPIOBAaHHAMU B YKpaiHi, CTBEPAXYIOTb, L0
OCHOBHWMM NepelKoAamMu, fiKi 3aBaXkaloTb IM BUIXaTH 3 KpaiHW, € BIACYTHICTb iHpopMauii
(Hanpuknag, Npo A0CTyn A0 NiKyBaHHA 32 KOPAOHOM), PpiHAHCOBI TPYAHOLLI Ta HEBU3HAYEHICTb
y NOLWYyKY MeAUYHOI YCTaHOBU, ika 6 nog6ananpo iXHE NikyBaHHA.

A xwcepeno: MonepedHi pesynbmamu docnionceHHs Rare Barometer no YkpaiHi

MpeacTaBastoun EBponencbki pepepeHTHI mepexi, npodecop Enen Jonbdyc HaronocnnaHa
BaX/IMBOCTI CNiBNpaL,i Ha BUCOKOMY PiBHi 3 yKpaiHCbKMMM Ta EBpONeNnCcbkMMM NnpodecioHasnammy
chepi 0XOpOHM 340pOB’SA, @ TAKOX Ha HEOOXiAHOCTI CTPYKTYpOBaHMXTa Aobpe piHaHCOBaHMX
LLeHTpiB, WwWob edpekTMBHO pearyBaTh Ha NnoTpebu TMX, XTO MOCTPaXAaB Bif BIMHWU. «Mu
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3aK/IMKAEMO A0 0QiLiNHOro NapTHepCTBa 3 YKPAIHCbKMMM yCTaHOBaMM Ta EBpONenCbKUMU
pedepeHTHUMU Mepexamu (ERN). Lle BaxxamBa MeTa, HagaTn YKpaiHi odilinHUM KaHaa cniBnpadi
3 ERN».

Py6eH [liac Hagepi 3 BipTyanbHoro xaby 3 piaKicCHMX 3aXBOpIOBaHb, 33 MOC/YyraMun IKOro
3BEPHY/INCA BXE NOHaj 60 yKpaiHLiB, AKi XNBYTb 3 PiAKICHUMM 3aXBOPIOBAHHAMM, NiJKPEC/IMB
pOJ/ib, AKY MOXe BiZirpaBaTH iHAYCTPif A5 NONErWeHHA 40CTyNYy A0 opdaHH UXIKiB NS TUX, XTO
uboro notpebye.

AgapiaH Nopeubki 3 IHCTUTYTY OCBITU B OXOPOHIi 340poB’'A Ta KaTaxmHa CBeYKoOBCbKa 3
Monbcbkoi acouiauii 1toAen 3 iHTeNneKTyaIbHO iHBaNiAHICTIO TOPKHYAUCSA Bax/MBUX Npobaem,
3 AKMMM CTUKATbCA YKpaTHLi, AKi npoXK1BatoTh B [10/1bLLi, HAro0CUBLIM HA HarabHIM NoTpebiB
3a/ly4eHHi CIMEMHUXACUCTEHTIB AN1S NIATPUMKM A0CTYNY CiMen A0 MEANYHOT LONOMOrM Ta
COLia/IbHNXTa OCBITHIX CUCTEM, @ TAKOX Y HAZAHHI XWUT/1a Ta NCMXOJIOFIYHOT AOMOMOT .

FoBOpSAYMN NPO po3MilLeHHSs yKpaiHCbknx bixeHuis 3a kopgoHo M, Ceai BariHym i lyne Aaxai 3
Airbnb.org nigkpecanav Baxxamsictb cnisnpaui 3 EURORDIS, sika 403B0/IS€ OTPUMATK A40OCTYN A0
NiATPUMKM HaMbiNbLL Bpa3/IMBUX BEPCTB HACENEHHA: «3aBAAKUN UM 3YCUNSAM MU 3a/y4MMO
ctBopeHy EURORDIS mepexy MeANYHMX 3aKNaAiB Ta NALEHTIB, W06 rapaHTyBaTH, o GiHAHCOBI
KOLITKM NiZyTb CiM'AAM 3 06r'pyHTOBaHMMM NoTpebamm Ta NiATBEPAXKEHMUM CTaTyCOM NepeMileHnX
0Cib yHacnifoK KOHGNIKTY B YKpaiHi».

Ha 3aBepueHHs cecii AHacTacia Cantok, ctapwmini meHeaxep npoekty EURORDIS no YkpaiHi,
BUAiNMAA ocHoBHi Temn, e EURORDIS 6auntb ans cebe HeobxigHicTb A0AaTKOBOT po60TH:
3abe3neyeHHss MegMKaMeHTaMu, NikyBaHHSAM Ta MEAUYHUMUN KOHCYNbTaL MU, HaJaHHS
NCUXONOTIYHOT NIATPUMKM Ta 33,0BOJIEHHA OCHOBHUXNOTPED, TaKMX AK XapUyBaHHS, XUTO,
3acobu ririeHn i piHaHcoBi 3acobu.

OAHMM i3 HaMBAXAMBILUMX BUCHOBKIB AMCKYCii 6y1a HEOOXiAHICTb MOFNSHYTU HA WMPLLY KapTUHY
Ta BiZiNTU BiZ iA€T BUKNOYHO BUPILLEHHSA HaraibHMXNOTpeb, ane TakoX 3a/yyeHHs 40 poboTu
Haj cepe/HbO-Ta AOBroCTPOKOBUMU NpiopUTETaAMMU.

[po €Bponencbky KOHPepeHL,ito 3 piaKicHMX 3axBoptoBaHb (ECRD)

ECRD Bu3HaHay BCbOMY CBITi ik HanbinbLMK 3axig, 3 piAKICHUX3aXBOPIOBaHb, OpraHi3oBaHum
nauieHTCbKot CninbHOTO. KoHdepeHLis e HenepeBepLUEHO MOXMBICTIO A5 CNIIKYBAHHSA Ta
06MiHY 6e3LiHHUMM 3HAHHSAMM 3 YCiMa Y4aCHMKAMU CNiIbHOTU PiKiCHUX3aXBOPOBaHb —
npeAcTaBHMKaMM NaLiEHTIB, MONITUKAMMU, AOCAIAHUKAMU, NiKapAMUK, MpeACcTaBHUKaMMU
NMPOMMC/IOBOCTI, OpraHamm ¢piHaHCyBaHHSA OXOPOHM 340pOB'sA Ta perytooummmn opraHamm. ECRD
2022 Bif6yBaETbCSA BUKIIOYHO B PEXUMI OHNANH 27 YePBHA-1AUMHA. N8 OTPUMaHHSA 404aTKOBOI

iHpopmauiiBigBiganTe: www.rare-diseases.eu/.
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EURORDIS-Rare Diseases Europe

EURORDIS-Rare Diseases Europe - Lie yHiKa/lbHU HEKOMepPLiMHNI abSHC 1000 OpraHisaLin
NaLi€HTIB i3 PiAKICHMMMN 3aXBOPIOBAHHSAMM 3 74 KPaTH, AKi NpaLloloTe pa3oM, WwWob nokpawmTy
XUTTS 30 Mi/IbUOHIB IIOAEN, AKiXUBYTb i3 PiAKICHUMM 3aXBOPIOBaHHSAMM B EBPON.

Ob6'egHytouM NALEHTIB, CiM'ITa FrPyNM NALiEHTIB, @ TaKOX 06'€AHYOUN BCi 3aL,iKaBNEHi CTOPOHU Ta
mMobinisytoun cninbHOTY pigKicHMx3axBoptoBaHb, EURORDIS nocuatoe ronoc nauieHTiB Ta
BMN/IMBAE Ha AOCAiIAXEHHS, POPMYBaHHA NONITUKM Ta HAZaHHSA NOCAYT ANs NauieHTiB. ChigkymTte
3a @eurordis abo BigBiganTe ctopiHky EURORDIS y Facebook. /151 oTpyMaHHA 404aTKOBOT
iHbopmauii, BumoxeTe BigBigaTn Be6-canT eurordis.org.

KoHTakTn ansa 3MlI

Stanislav Ostapenko
Communications Senior Manager
EURORDIS-Rare Diseases Europe
stanislav.ostapenko@eurordis.org

+33156535261
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