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AKTYAJIBHICTDH TA HOHIIUPEHICTb OP®AHHUX
3AXBOPIOBAHDb

Opdanni 3axBoproBaHHs (Bl aHTI. orphan diseases — «CHUPITCBKI») — 1€
PIIKICHI 3aXBOPIOBAHHS, SIK1 3yCTPIYaIOTHCS Y JIy>Ke HEBEIUKOI KIJIbKOCTI JIto1ei. 3a
MDKHApOJHUMHU KPUTEPIAMU, Op(aHHUM BBAKAETHCS 3aXBOPIOBAHHS, SIKE MAae€
nommpeHicth MeHie Hixk 50 BunaakiB Ha 100 000 HaceneHHs .

B Vkpaini opdanHi 3aXBOpIOBaHHS PEryirol0Thesl 3akoHOM Ykpainu «IIpo
BHECEHHSI 3MIH I0J0 3a0e3MeyeHHs1 MpaB oOci0, SKi CTpPaXkIalTh Ha PIJIKICHI
(opanni) 3axBoproBanHs» (2014). Jlep>kaBa mae 3a0e3nedyBaTH TaKUX MaIll€EHTIB
OE3KOIITOBHUMU JIIKAMHU, SIKIIIO 3aXBOPIOBAHHS BXOIUTH 0 OQILIHHOTO MEPETiKy
ophananx xBop00O, 3aTBepmKeHoro MO3 Ykpainu [1;2].

Xapaktepuctukamu ophaHHUX XBOPOO €:

1) piaKiCHICTD — uYepe3 HHU3bKy IMOIIMPEHICTh TaKi XBOPOOM € YacTo
MaJIOBIJOMHMHU HABITh CEPENl JIKAPIB;

2) XPOHIYHUH 1 TSHKKUH 1epedir — OLIbIIICTh MalOTh MIPOTPECYIOUHM XapaKTep
1 IPU3BOASTH A0 1IHBATIAU3AIIT a00 3aTPOKYIOTh JKUTTIO;

3) reHetnuHe mOXO/MKeHHS — Onu3bko 80% opdaHHUX XBOPOO MAIOTh
CHaJIKOBY IPUPOY;

4) cknaAHICTh MJIaTHOCTMKM — 4epe3 BIACYTHICTh JOCBIAY JiKapiB 1
BIJICYTHICTh CHIeIIU(PIYHUX TECTIB J[1arHO3 YaCTO BCTAHOBJIFOETHCS 13 3aII3HEHHSIM.

5) oOMexxeHI MOXXJIMBOCTI JIKyBaHHA — ICHye HeOarato e(eKTUBHUX
npenapariB Ta iX JOPOrOBaPTICHICTb.

3rifHo 3 JaHUMH JIiTepaTypd, opdaHHI XBOPOOM Yy CYKYIHOCTI MOXYTb
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ypaxkatu 3,5 — 5,9 % cBiTOBOro HaceineHHs. SIKIo mepeBecTH me B abCOTIOTHI
1 py, BUXOIUTH, IO B CBITI )KUBYTh MPUOIN3HO 263 — 446 MIIBHOHIB JIOACH 3
PIAKICHUMH 3aXBOPIOBAHHSMH. 3a TaHUMH MiKHapoaHoi koHdpepermii Orphanet /
EURORDIS, opdanHi XBopoOM BKIIIOYAIOTHh KUIbKa THUCSAY HO30JIOTIH — 3apa3
Bu3HaHo Ourst 6 000 pi3HMX PIAKICHUX CTaHIB y MIKHApPOJHUX Kiacu]ikarisx.
OTxe, X04a KO’KHE OKPEME 3aXBOPIOBAHHS € «P1IKICHUM», pa30M BOHU CKJIAJIal0Th
CYTTEBY YaCTHHY MEIUYHOI MPOOJIIEMATUKN HACCIICHHSI.

3a nanumu HamionaneHoi ciyx0u 310poB’st Ykpainu, y 2021 poui B Ykpaini
oyno 3apeectpoBano 571 026 oci6 3 miarHo3amu, BiIHECEHUMHU 10 opdaHHUX
ctaHiB. Y 2023 porii 1151 KIIBKICTh, 32 TaHUMU Ti€1 3K CIIy»O0u, 3pocia g0 1 828 421
3apeecTpoBaHoro Bunaaky. [Ipote, ciig BpaxoByBaTH, IO PEECTpallisl Y CUCTEMI
OXOPOHHU 3JI0POB’Sl HE 0O3HAYA€E TOYHE EIT1JIEMIO0JIOTIUHE JOCIIKEHHS: 1€ 3aJICKUTh
BiJl MOCTAHOBKU [11arHO31B, KOPEKTHOT'O KOJYBaHHS, JTOCTYIHOCTI T€HETUYHOTO
tectyBaHHs Tomo. OdimiitHo B Ykpaini 3arBepmkero 302 opdhaHHi 3aXBOpIOBaHHS
JUTSL IepKaBHOTO 3a0€3MEUEHHs, X04a y CBITOBIM MEAWYHIN JiTepaTypl (PaKTUYHO
BH3HAHO Habararto Ouibie [2;3;4;5].

ExoHnomiuHi BUTpatu npu opaHHUX 3aXBOPIOBAHHIX MOXKHA PO3AUIMTH Ha
TaKi:

1. IIpssmMi Me1UYH1 BUTpATH:

— JIIarHOCTHUKA (J1Ja00paTOpHI aHAJI3U, TCHETUYHE TECTYyBaHHs);

— JIIKyBaHHA (MEIUKaMEHTH, oTieparlii);

— CTalllOHapHeE JIIKyBaHHS, TOCIITalIi3aIlli, peadiiTalis;

— JIIKapChKi 3ac00U, CieliadbHe XapuyBaHHs, TONOMIDXHI 3aco0U (HampHKiIai,
KHCHEBE 00JIaHAHHA).

2. Tlpsami HEMeIMUHI BUTPATH, ajie 0e3mocepeIHbO OB’ A3aH1 3 JTIKyBaHHSIM:

— TPAHCTIOPT JO0 MEAWYHHMX 3aKJIajiB, TMOI3AKH, MPOKUBAHHSA I dac
JIKyBaHHS;

— Moaudikarii xKuTiIa (MaHTyCH, IHOMHHKH ), 00JTaHAHHS JIJIs IOMY, JTOTJIST
yaoMa, IOTIOMIXKHI 3ac00H;

— creniaigbHl OCBITHI @00 MIATPUMYBaIbHI MOCIYTH.

3. Henpsimi BuTpatu:

— BTpaTa JOXOJIB TMAIlIEHTIB Yepe3 XBOpoOy (HEMOXKJIUBICTh MPAIIOBATU
MTOBHOIIIHHO YH B3araii);

— BTpata poOOTH YU 3MEHILICHHS 3aiHATOCTI;

— IPOITYCKUA POOOTH, 3HUKEHHS TPOTYKTUBHOCTI HA POOOTI;

— BUTpaTH 4Yacy Ta  peCcypciB, BUTPAUCHUX  UWIEHAMHU  POJIUHU
(mornsmanbHUKAMH).

4. CouianbHi Ta «IIPUXOBAHI» BUTPATH:
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— 3HI)KCHHS SIKOCTI1 KHUTTS, IICUXOJIOTIYHI TATapl, CTpec, 10AaTKOB1 BUTPATH HA
MIITPUMKY;

— (piHaHCOBUI «KaTacTpO(hIYHUID TUCK HA pOAUHU (KO BUTPATH HA 37I0POB’S
CTalOTh 3HAYHOIO YACTKOIO CIMEHHOT0 OIO/IKETY);

— HENpsIMUI BIUIMB Ha CHCTEMY COILIAJIBHOTO 3a0€3MEeUeHHs, CTpaxyBaHHS,
OI0/KET OXOPOHH 3JI0pOB’s [6;7;8].

BuchoBku:

1. Xoua KokHE OKpeMe op(aHHE 3aXBOPIOBAHHS € «PIIKICHUM», pa30M BOHU
CKJIQJIAI0Th CyTTEBY YACTUHY MEIMYHOT IPOOIEMATHKH B JICPKaBi.

2. Mae micre CKJIagHICTh J1aTHOCTUKH Ta OOMEXEH1 MOMJIMBOCTI JIIKYBaHHS
ajpKke icHye Hebarato edeKTHMBHUX IpernaparTiB, a Ti, 10 €, YAaCTO HAJ3BUYAITHO
JOPOTi.

3. JepxaBa, malli€eHTH Ta IXHI POJWHUM HECYTh 3HayHe (DiHAHCOBE
HABaHTa)XCHHS, aJKe JIIKyBaHHs Ta JOTJIS] € TOPOTOBAPTICHUMH.

4. BaxnuBUM acieKToM y 00poTh01 3 OphaHHUMH 3aXBOPIOBAHHIMHU Ma€ OyTH
MpOQUIAKTUKA iX PO3BUTKY.
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