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RARE DISEASES EUROPE

MNy6niuHa 3asBa

EURORDIS-Rare Diseases Europe 3ak/1Mka€ Mi>kHapoaHe
CNiBTOBAapUCTBO NIArOTYBAaTUCA 40 NOTEHLIMHOI KpU3N Ta BXXUTHU
3aXx04iB A9 BUpilWeHHANpobaem ogen, K XXUBYTb i3
PiAKICHUMM 3aXBOPIOBAHHAMM B YKpaiHi

24 nomoeo, Mapuxc - EBponeiicbka opraHisauis 3 piakicHux 3axsopioBaHb EURORDIS-Rare Diseases Europe
coslijapHa 3 YKpaiHCbKMM HapoAOM i BUC/IOBJIOE MiATPUMKY YKpPaiHCbKOMY CMiBTOBapUCTBY PiAKiCHUX
3aXBOpPIOBaHb.

B YkpaiHi HapaxoByeTbCs 6AM3bKO 2 MiSIOHIB tOAEN, SIKi XUBYTb 3 PiAKMMM 3aXBOPtoBaHHSAMU. Cepes, HUX AiTu
notpebytoTb HambiNbWOoi NIATPUMKM Ta ePeKTUBHUX NiKapcbKMx 3acobiB. OCKisbKM Hala CMilbHOTA € MEHLU
MOBINIbHOIO | YacTo GiNbLIOKD MipPOK 3aN1eXUTb Bif, PeryasapHOro NiKapcbKoro AOrasAy, pyMHYBaHHS XUTTEBO
BaX/IMBUX 00'€KTIB iHPPaCTPyKTypu Mg Yac BiiHU, TaKUX SIK NIKAPHI Ta LEHTPY AOTISAY, 3arPOXYE XUTTIO LbOro
BPa3/MBOro HaceneHHs. CuTyalis LWBMAKO 3arocTPlOETbCA, TOMY MW TMOBWMHHI  YHWUKHYTW MOTEHLiNHOI
ryMaHiTapHOi Kpu3u Ta 3pobuTu Bce MoXMBe abu /loAM, AKi XMBYTb 3 PiAKICHAM 3aXBOPIOBAHHAM, He
33/IMWNANCS HAOAMNHLLI.

BilicbkOBe BTOPrHEHHS 3arpoXye CTBOPUTU HOBI NpobieMn AN15 CMIIBHOTH, IKA BXE CTUKAETHCS 3 TPYAHOLL,aMM
Mic/1s NOTipLWEHHST MOAITUYHOTO CepesoBULLA B 2014 POLi, KO po3MovaBcsa KOHGAIKT. 33 AaHUMM YNpaB/iHHA
OxopoHn 3a0poB’s, 80% nauieHTiB 3 pigKicHUMU (OpPaHHMMM) 3aXBOPIOBAHHAMM NMOMMPAIOThL Y Billi 40 5 POKiB
BHaC/IJOK Bi,CYTHOCTI CUCTEMHOI AiarHOCTUKM Ta kBasidikoBaHOro nikyBaHHs. Lle binblie, HixX, Hanpukaaa, y
®paHuii, ge Len piBeHb gocsirae 50%. OCKisbKy BTOPrHEHHsST MPOAOBXYE MOpPYLIYBaTV poboOTY OCHOBHWUX C/y>O
OXOPOHW 340pOB's, HeObXiAHI CEpMO3Hi 3ycuans ANs BifHOBAEHHS Ta 3MiLlHEHHSI CyX6 OXOpPOHWM 340pOoB's,
BKJIO4AOYM AOCTYN A0 JiKiB Ta MEANYHOr0 061aZAHAHHS.

Llieto 3a51BOKO MM XOU4EMO BiZ;3HAUMTU BiAAAHICTb Ta PillyYiCTb Ta BUCJIOBUTU HaLy NigTPUMKY CiBPObiTHMKAM Ta
BosioHTepaM BIO «Acouiauis XxBopux Ha nereHeBy rinepTeHsito», BaaroginHoro doHay «Jitn 3i cnnHanbHo
m’'si30Boto aTpodieton, BnaroginHoro MoHay «Cectpu fAaninny», IO «PigkicHi xBopobu Ykpainn», BceykpaiHcbKoi
acouiauii kpuwTanesux aoger, BMO «BceykpaiHcbka acouialis AOMOMOrM XBOPUM Ha MYKOBICLLUAO03»,
YKpaTHCbKOro HalioHasibHOro 6aroginHoro ¢oHay «3anopyka», bnaroginHoro ¢poHay «MauieHTn YkpaiHm» Ta
BceykpaiHcbkoro 6aTbKiBCbKOro npoekTy «MIO—J’IAVIG)», AIKi, HE3BAXAKOUN Ha BUKJUKWU, 3 SKUMWU CTUKAETLCA
CMiNbHOTA 3 PiAKICHUMM 3aXBOPIOBAHHAMW B YKpaiHi, Hi HA MUTb He NMPUNUHUAM CBOKO PobOTY 3 MIATPUMKK Ta
JOMOMOru CniNbHOTI  MaLWi€HTIB 3 PIAKICHUMW 3aXBOPIOBAHHAMM Ta MNPOCYBAHHA 3MiH B HaLiOHa/bHOMY
3aKOHOZABCTBI.

Acouiauii B YkpaiHi 6epyTb yyacTtb y [JHi pigKiCHMX 3aXBOpIOBaHb 3 2008 POKY, BUKOPUCTOBYIOUM LitO HaroAy
3319 NowupeHHs iHpopmaLil Woao PiAKICHMX 3aXBOPIOBaHb B YKPaiHi Ta MpocyBaHHA HauioHasibHOrO naaHy
YKkpaiHn 3 pigKicCHUX 3aXBOPIOBaHb. JInLle MUHYI0rO PoKY 3HAKOBI OyAiB/I Y BE/IMKUX MiCTax YKpaiHW, Taknx sik
Kuis, AHinpo, Ogeca Ta Xapkis, 6y/m niacsivyeHi Konbopamu JHs piaKiCHUX 3aXBOPIOBaHb 33419 MiABULLEHHS
06i3HaHOCTI HacesIeHHs WOA0 XUTTA 3 PiAKICHUM 3aXBOPIOBAHHAM. TaKOX Big0y/IMCs YNCNEHHI OHNAMH-3ax04MH,
Ae NpeAcCTaBHMKM CNiIbHOTU BUCIOBUM CBOIO AYMKY MPO XMTTA 3 PIAKICHUMM 3aXBOPIOBAHHAMM i LLO MOXHA
3pobUTK AN KPALLOro ManbyTHbOro A1S IIOAEN, LLO XUBYTb 3 PiAKICHUMM 3aXBOPIOBAHHAMM.

CborogHi Mu 3aknmkaemo €sponeiicbkuii Coto3, OpraHisauito O6’egHaHux Hauili, BcecBiTHIO opraHisauito
0XOpOHMU 3g0poB'a (BOO3), iHwi yctaHoBn OOH, rymaHiTapHi opraHisauii Ta MibkHapogHe cniBTOBapuCTBO
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3ara/ziom 3axXMCTUTU HalbiNbll ypas3AMBMX BEPCTB HAceNeHHs, AKi oxon/eHi KOHGIKTOM, Ta AKi He MOXYTb
NOKMHYTU cBOi oceni abo He MaloTb AOCTYNY A0 ryMaHiTapHOT JONOMOrU.

€Bponeiicbka opraHisauif 3 pigkicHux saxsoptoBaHb EURORDIS cnpustume ckoopaMHOBaHUM 3yCUIAM 3
€sponeiicbkuMun peaepauisMm piaKicCHUX 3axXBOploBaHb Ta MiATPMMYBaTMME YeHIB-OpraHisaLii naLieHTIB B
YKpaiHi, HacKifIbk1 Lie MOX/MBO, W06 3po3ymiTM nNpobsemu, 3 AKMMU BOHU CTUKAIOTbCA, Ta AOMNOMOITM
nosiiTMkam Ta Mi>KHapOAHiIl CRiNbHOTI 3pO3yMiTH, 3 AKMMU Npob6aeMaMu CTUKAIOTLCA OAM, AKi XUBYTDb i3
piaKICHUMM 3aXBOPIOBaHHAMMU, Ha MiCLLSIX.
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Cranicnas OcTaneHko
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