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OP®AHHI 3AXBOPIOBAHHS YKPAIHU

THOOPMAIIIMHA JIOBIJIKA
JeHb pinkicHux 3axBopoBaHb 2025

Henp pinkicHux 3axBoptoBanb (Rare Disease Day) — me wMixkHapoaHa 1HILIATHBA,
3amouaTkoBaHa y 2008 polli, o BiI3HAYa€ThCs UIOPOKY B OCTAHHIN JeHB JOTOr0. Koro ronopHa
MeTa — MIJABUIIEHHS 0013HaHOCTI CYCIJIbCTBA, MEIUYHOT CIIUIBHOTH Ta JEP>KaBHUX 1IHCTUTYIIH PO
npoOieMH JoJeH, SKI JKUBYTh 13 PIAKICHUMH (Op(aHHMMM) 3aXBOPIOBAHHSAMM, Ta CIHPHUSHHS
PO3BHUTKY CUCTEMH iXHBOI MIATPUMKH 1 JTIKyBaHHS.

PinkicHi 3aXBOprOBaHHS:

e Tlonanx 300 MiTbIOHIB JIFOAEH Y CBITI )KUBYTH 13 PIIKICHUMHU 3aXBOPIOBAHHSIMHU.

e B €Bpomni HaniuyeTbes noHaa 30 MITbHOHIB TaKUX MAIlIEHTIB.

e B Vkpaini, 3a oIliHkaMu €KCHepTiB, MOHaWMEHIIEe 2 MUIbHOHU 0Ci0 MaroTh opdanHi
3aXBOPIOBAHHS, X04a TOYHA KUIBKICTh MAaIlIEHTIB HEB1JIOMA Yepe3 BIACYTHICTh €IMHOL
CUCTEMH peecTpallii.

e Bigomo nmonan 7 000 piakicHUX XBOpoO, 1 72% 3 HUX MAaOTh TEHETUYHY MPUPOY.

e 70% BunaakiB opaHHUX 3aXBOPIOBAHb PO3BUBAIOTHCS BXKE Y AUTSIUOMY BiIli.

e 95% piOKiICHUX XBOpOO HE MaroTh €()EKTUBHOTO JIIKYBaHHS, TOMY BaXJIMBHUMHU
3aJIUIIAIOTHCS MiITPUMYBalIbHA Tepallis, HOCTYI A0 SIKICHOT MEIUYHOi JOMOMOTH Ta
peaoimiTari.

[Tonpu BiitHy, YKpaiHa mpo1oBxye poOOTy HaJT po30yI0BOIO CUCTEMHU Op(haHHOT JOTIOMOTH Ta
BIIPOBA/IP)KEHHSIM €BPONEHCHKUX CTAaHAAPTIB y JAlarHoCTULI i jikyBaHHI. Lle BinOyBaeThCcs y pamkax
Konuenii po3BUTKy CUCTEMH HaJaHHS METMYHOI JOMTOMOTH MalliEHTaM 13 piIKicHUMH (opdhaHHUMU)
3axBoproBaHHsAMHU Ha 2021-2026 pokwu, 110 € YACTHHOI €BPOIHTETPAIIHHOTO KypCy KpaiHu.

KitrouoBi gocaraeHus:

1. BnpoBaaieHo po3lIMPEHUIT HEOHATAIbHUA CKPUHIHT

3 2023 poky B VYkpaiHi moyajga MpalioBaTH MporpaMa pO3IMHUPEHOr0 HEOHATaTbHOTO
CKPHMHIHTY, IO J03BOJISIE BUSBIATH 10 21 piAKICHOTO 3aXBOPIOBAaHHS y HOBOHapoikeHux. Lle
3HAYHWHA TPOPHB, AK€ PAHHS JIarHOCTUKA Ja€ MOJMIIMBICTH BYaCHO pO3IMOYATH JIKyBaHHS Ta
3armo0IrTH yCKJIaJHEHHSIM.

2. ®yukuionye Mepexa PedepeHTHHX LleHTPIB
Ha ceoroani 25 pedepeHTHUX TEHTPIB, CTBOpEHUX HA 0a3i 17 3akiajiB OXOPOHU 3I0POB'S,
3a0€3MeuyroTh CIeliali3oBaHy MEAUYHY JOTOMOTY MallileHTaM 3 PIAKICHUMU 3aXBOPIOBAaHHSIMHU.
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Bonwu BifirparoTh KIIIOUOBY pOJb Y AIarHOCTHII, JIKyBaHHI, CIOCTEPE)KEHHI 3a MalieHTaMu Ta 300pi
CTaTUCTHUYHUX JAHHX.

3. TpuBae po6ora no BnpoBamxeHHo Orphanet sik HamioHaabHOro KJacudpikaropa
PIAKICHUX 32XBOPIOBAHb
Jns cucteMHOTO TiaXoay 10 opdaHHUX XBOpoO B YKpaiHi TpuBae poboTa Haj 1HTETPAIIE€I0
Orphanet — mixkaapogHOTO Kiacu(ikaTopa piIKiCHUX 3aXBOPIOBaHb. OUiKy€eThCs, Mo 10 KiHisg 2025
poKy 1ie#t kinacudikarop 6yae odiliifHO 3aIIPOBAIKEHO, 10 T03BOJIUTD:
® CTBOPHUTH €JMHUI PEECTp MALIEHTIB 3 OpPaHHUMU 3aXBOPIOBAHHIMU;
® TIOJICTIIMTH JOCTYI JIO JIIKyBaHHS Yepe3 JIep>KaBHI MPOTpamMu;
® TIOKpAIWTH IJIAHYBAHHS 3aKyTMiBEJb JIKIB Ta PO3MOILI PECYPCIB.

4, TlinBUIIY€ETHCSI JOCTYI 10 JiKyBaHHSA

He3Bakarouu Ha CKJIaJH1 YMOBH, IIOB’sI3aH1 3 B1iIHOIO, B YKpaiHi MPOJOBXKYE JIIATH JAeprKaBHA
mporpaMa 3a0e3leueHHs TaIlieHTIB op(aHHUMHU JIKapChbKUMH 3acobamu. Jl0aTKOBO, 3aBISKH
MDKHapOJHUM TapTHEpPaM Ta T'yMaHITapHUM IHII[IaTHBaM, BJA€THhCS 3a0e3MedyBaTH JIIKAMHU THX
TIALIIE€HTIB, SIK1 HE BXOJATh Y JAEp>KaBHI MIPOTPaMHU.

[Tonpu gocarHeHHs, B YKpaiHi 3aJUIIAI0THCS KIIOYOB1 MPOOIEeMU:
® BIJICYTHICTh IIOBHOI'O PEECTPY MALIEHTIB 3 P1IKICHUMH XBOPOOaMu;
e Hecraya (piHaHCYBaHHs Ha 3a0e3MeveHHs1 opaHHUMHU IpernapaTaMu;
® HEJOCTaTHIM piBeHb 0013HAHOCTI JIIKApiB MO0 AIarHOCTHKHU Ta JIIKYBAHHS PIIKICHUX
3aXBOPIOBAHb;
e 00MEXEHHUM JOCTYN 10 Cy4YaCHUX METO/IB JIIKyBaHHS, SIK1 € CTaHIapTOM y €Bpori.

Came ToMy JleHBb PiAKICHMX 3aXBOPIOBaHb — II¢ HE MPOCTO JlaTa, a MOXIIMBICTH IIE pa3
HarojJoCUTH Ha TnoTpedax MalleHTIB, 00 €AHATH 3YCWJUIS JIep>KaBH, JIKapiB, TIPOMAICHKUX
oprasizaiiii Ta Mb>KHapOJHHUX ApTHEPIB I MOKPAIICHHs cCUCTeMU Op(aHHOi JJOTIOMOTH.

28 mrotoro 2025 poky MU BKOTpe 00’ €IHYEMOCH, 100 MIATPUMATH MAIIEHTIB 3 PIAKICHUMHU
3aXBOPIOBAHHSIMHU Ta IPUBEPHYTH YBary CyCHiJbCTBA 0 IXHIX MOTPeO.

Pazom Mu poGumMo OibIne, HiXK 3JaETHCS MOKITUBUAM !
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