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HAILIIOHAJIBHA ITOJIITUKA YKPATHU
3 IINTAHDB PIIKICHUX (OP®PAHHIX) 3AXBOPIOBAHb

AHoTauif: 3a gaHMMKM MiHicTepcTBa 0XOpPOHM 340p0Ba YKpaiHu, 80% XBOpMX Ha piaKicHI
3aXBOPIOBAHHS B YKpaiHi BTpA4YatoTh XXMTTS 40 5 pokiB yepes BiACYTHICTb CUCTEMHOI AiarHOCTH-
KM Ta KBaniikoBaHOro nikyBaHHa. Lle 6inbLe, Hixx, Hanpuknaa, 50% y ®paHuii. Ockinbku Bii-
CbKoBe BTOPrHeHHs 3 60Ky Pocii npoaoBye nopyLlyBaTM OCHOBHI MeAWYHI Cnyou, HeobXiaHi
BENUKi 3yCUNNS AN BiGHOBNEHHS Ta 3MiLHEHHS MeAUYHUX MOCAYT, BKAKOYAUM AOCTYN A0 NiKiB
Ta MeAMYHOro 0bnagHaHHs.

3a umx obCTaBMH LOBOMI CYTTEBO BiAYYBAETLCS repoiyHa npaus Nikapis, 9K Ha TepeHax
HaLWOi KpaiHK, TaK i 3a ii MexaMu, 9Ki He3BaXKatuM Ha BUKIMKM, 3 SKUMU CTUKAETLCS CMifb-
HOTa PiAKiICHMX 3aXBOPIOBaHb B YKpaiHi, He MPUNUHAAK Hi HA MUTb CBOK POBOTY 3 NiATPUMKM
Ta [LONOMOMKU CNiNbHOTI MALiEHTIB 3 PiAKICHUMM 3aXBOPHOBAHHAMM Ta Mobinizauii noniTMyHoi
a[1BOKaLii i 3aKOHOAABCTBA HA HALLIOHANbHOMY PiBHi.

HuWHi rymaHiTapHi opraHisauii Ta Mi>kHapoAHe CriBTOBAapMCTBO NPMKIALAAE MAKCUMYM 3y-
Cunb Wo6 3aranom 3aXMCcTUTU HanbinbLl ypasnuBy BEPCTBY HACEIEHHS, IKa OXOMaeHa KOHIK-
TOM, HE MOXe BMiXaTW Ta HE MA€E OOCTYNy A0 ryMaHiTapHOi AonoMoru. HuHiwHSa cutyauia He
NMOBWMHHA NifipBaTV peanbHiCTb TOTO, WO NOTpebU NoLeN, aKi XMBYTb 3 piAKiCHOW XBOpobHOH), €
peanbHUMU, BEIMYE3HMMU Ta HE3AA40BOJIEHUMMU.

CTBOpEHHS NPaBOBMX, EKOHOMIYHMX Ta YNPABAIHCbKMX MEXaHi3MiB peanisauii KOHCTUTY-
LiHMX NpaB HaceneHHs YKpaiHu ki CTpaXAatoTb Ha piaKiCHI (opdaHHi) 3aXBOpIOBaHHS, 36e-
pEeXXeHHS Ta 3MiLHEHHS iX 340pOB’a, NPOAOBXEHHS Nepioay aKTMBHOIO AOBrONITTS | TPMBANOCTI
iX XMUTTS € OLLHUM 3 FTONOBHMX 33aBAaHb AEePXKaBU.

OTxXe, B CTaTTi 3aNpPONOHOBAHO CTPYKTYPOBAHMIA KOMMIEKCHUI MONITUYHUIA NPOrPaMHUIA
[OKYMEHT, CNPSIMOBAHMI Ha BMPIiLLEHHS MUTaHb NALLiEHTIB SIKi XBOPitOTb Ha PiAKicHI (opdaHHi)
3axBOpHOBaHHS. [1ig Yac po3pobku Ta GOpPMYBAHHS L€l AepXKaBHOI NONITUKM Bynu BUKOPUC-
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TaHi HaWKpalLi NpaKTUKM PO3BUHYTUX EBPOMEMCbKMX AepXaB. Takox Byno NpoBeaeHO ornsg,
CTaHy i NpobneM HaLioHaNbHOrO HOPMATMBHO-NPABOBOrO Ta OpPraHi3aliiHOro 3abesneyeHHs
y chepi [ocTyny A0 NiKyBaHHA NaLi€HTIB 3 piaKiCHUMYK (OpdaHHUMM) 3aXBOPIOBAHHAMU. bynu
BpPaXOBaHi HayKOBi 30,00yTKM BITYM3HAHMUX i 3apyBiXKHMX OOCNIAHMKIB, CTaTUCTUYHI OaHi opra-
HiB Aep>XaBHOI BNaAM, MiXKHApOAHMX OpraHi3auil Ta BlACHI aBTOPCbKi AOCNIAXKEHHS.

KntouoBi cnoBa: pidkicHi (op¢aHHiI) 3aX80pr8AHHS, Ie2eHe8a apmepianbHa einepmeH3is, Ji-
KapcoKi 3acobu, npoepamHi 0okymeHmu, Medu4dHa 0onoMo2a nayieHmam.

Sk yumysamu: XXvsuno 1.0. HauioHanbHa nonitika YkpaiHu 3 NUTaHb piaKicHUX (opdaHHUX)
3aXBOPIOBaHb. Teopis ma npakmuka depwagHo2o ynpaeninHs. 2022. Bun. 2 (75). C. 39-69.
http://doi.org/10.26565/1727-6667-2022-2-03

Beryn. ChorogHi YkpaiHa mpoxoauThb TSDKKi BUITPOOYBAaHHSI, Ha TUIi BiliCbKOBOI
okytatiii Pociiicbkoio @enepailieio TepuTopii YKpaiHM CTpaskgae Hallla MeauyHa
cucTeMa. BIIMB BTOPrHEHHS 3aTPOJKY€E CTBOPUTHU HOBi IMPO6GIeMM JIJIT TPOMaIn, sTKa
BXKe CTMKAETHCS 3 TPYAHOIIAMM MiC/Is TTOTipIileHHS MOMiTUYHOro cepemoBuiia B 2014
po1li, Ko BUOYXHYB KOHQIIKT. CUTYyallisl CTPIMKO 3aroCTPIOETHCS, BOPOT PYIHYE
KUTTEBO BKINBI 00°'€KTU iHOPACTPYKTYpH, TaKi SIK JiKapHi Ta IEHTPY IOIISIAY, 3a-
IPOXKYE KUTTIO IIMBITLHOTO HaCeJIeHHSI.

B 1Mx ymoBax, CIiJIbHOTA, IO MOTpebye MiaATPUMKM 3 GOKY JepykaBu Ta edek-
TUBHOTO i JOBTOTPUBAJIOTO JIIKYBaHHS, € MEHIII MOOiIbHOIO i YacTO 6iJIbIIOI0 MipOT0
3aJIEXKNUTD Bif] pery/IsIpHOTO IOmIsAy. 3apa3 B YKpaiHi mpmo6an3Ho 2 MibiioHM Tofeit
SKUBYTD 3 PiZIKiCHMMM 3aXBOpPIOBAHHSIMM. [lepskaBa MTOBMHHA YHUKHYTHU ITOTEHITiiTHO1
TyMaHiTapHOi KpuU3u Ta 3a0e3MeuynTH, 100 JTI0AN, SIKi SKUBYTh 3 PiIKiCHOI XBOPO-
0010, CTaH SIKMX YaCTO BMCHAKIVBUIT a60 MOTpedye yacToi MeauIHOoi JOTIOMOTH, He
3aUIINBCS TT03a7y.

Tak, 3 MOMEHTY pOCiiiICbKOrO BTOpPrHEHHSI, BifJaHO Ta pimryye OyJ0 Haja-
HO MiATPMMKY Ta 3allpOIIOHOBAHO peaJbHy AOIMOMOTY YKpaiHCbKili CITiIbHO-
Ti pigKicHMX 3aXBOpIOBaHb. 3a IAaHUMM PEECTPY TPOMAafsH, SIKi CTpPaXkmalTb Ha
pinxicHi 3axBoprooBaHHSI B YKpainu (1Y «HalioHanbHMII HAyKOBMil 1ieHTp «IH-
CTUTYT Kapgionorii imeHi akagemika M. [I. Ctpaskecka» HAMH Vkpainu) menmny-
HMMM 3aKJIaJjamMy i ycTaHOBaMM KpaiH-yuacHuilb €C 6yl0 MPUITHSATO Ha CTaIlio-
HapHe JIiKyBaHHS Maiike 59 marfieHTiB, 3 HUX 7 JiTeit pa3om 3 ixHiMM O6aTbKaMm,
9 4O/OBiK He Manu 3MOTU €BaKylOBaTUCh Ta BUixaTu. Tak LleHTpu nereHeBoi rimep-
tensii Icnanii, ITanii, Jlatii, Monnosu, Himepnaumis, Himeuunnu, Hopserii, [Tonb-
mii, PymyHii, @paH1iii 3alIpornoHyBaiy Ta HagalIu MiATPUMKY YKPaiHCbKili CITIIBHOTI
piIKiCHMX 3aXBOPIOBaHb B YMOBAX CTalliOHAPHOTO JIiIKyBaHHS, ITPOAOBXKYIOTh Hala-
BaTU I'yMaHITapHYy JOMOMOTY Ta 3a0e3Meduyi0Th Hallly CHCTeMY OXOPOHU 30POB’S
HeoOXimHMMM 3acob6aM.

OTKe IMOCTa€ IOBOJIi CYTTEBA MpobIeMa IOI0 YIOCKOHATIEHHS OpraHisariii mpo-
(biaKTUKY, TiaTHOCTVKY Ta JIIKyBaHHS OpQaHHMX 3aXBOPIOBaHb HA (GOHiI PO3pOOKM
HayKOBO OGI'PYHTOBAHOI Ii€BOI HOPMATMBHO-IIPABOBOI 6a31 3a HAIIPSIMKOM PiIKiCHi
(opdanHi) saxpoproBanHs (Jaii — P(0)3).
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Orsap aiteparypu. Lis HationanbHa momiTika po3pobsieHa Ha ocHOBi KoHetn-
TYy11ii Ta 3aKOHiB YKpaiHU, a TaKOX pekoMmeHa1liit BOO3 i3 BpaxyBaHHSIM AocBimy EC
Ta okpeMux KpaiH €C.

BigmosigHo g0 KoHctutynii Ykpainyu Ta OCHOB 3aKOHOABCTBA YKpaiHM ITPO 0X0-
POHY 310POB’S:

«KuUTTS i 3M0pOB’sS MOAMHY BU3HAIOTHCSI B YKpaiHi OMHUMMM 3 HAMBUIIMUX COITi-
aJIbHMX LIiHHOCTe» (CT. 3 KoHCTUTYIIi1);

«JlepskaBa CTBOPIOE YMOBMU [I71s1 €(DeKTUBHOTIO i JOCTYITHOTO JIJIST BCiX IPOMAasTH
MeIUYHOro 06CIyrOByBaHHS» (CT. 49 KoHCTUTy1Ii1);

«JlepskaBa rapaHTye rpomMajssHaM YKpaiHM Ta iHIIMM BU3HAuU€HUM 3aKOHOM 0CO-
6aM HaJaHHS HeoOXiTHMUX MeIUUHMX ITOCTIYT Ta JiKapchbKux 3acobiB (Jai — JI3) 3a pa-
XYHOK KOIITiB [lepkaBHOTO OI0/KeTy YKpaiHM Ha yMOBaX Ta B MOPSIAKY, BCTAHOBJIEHMX
3aKOHOAABCTBOM» (CT. 8 OCHOB 3aKOHOABCTBA YKPAiHM ITPO OXOPOHY 3[I0POB’S).

BomHouac y KOXKHOMY CYCITi/IbCTBI iCHYIOTh IPYIIN JTIOfEN, SIKi CTpaskIa0Th Ha 3a-
XBOPIOBAHHSI, 1[0 MAIOTh BakKKMi1, XpOHIUHMIA, ITPOTPeCyounii mepeoir, 3arpoxKyOTh
SKUTTIO JIIOJMHY Ta MOTPEOYIOTh JOBIYHOTO i, IK MPaBUJIO0, TOPOTOBAPTICHOTO JIiKY-
BaHHS. [I7s1 TaKMX TPOMAJISIH B PO3BMHYTUX KpaiHax CBITy mependadaroThCs OAaT-
KOBi JlepykaBHi rapaHTii (coriaybHi, MeguJHi, piHaHCOBI TOINO), SIKi TOBUHHI 3a6€3-
MEeYUTY iX KUTTEBOHEOOXiZHMMM MTOCTYTaMy Ta TOBapaMu, B TOMY uncii JI3, meguy-
HUMMU BUpPOOaMM, TIPOJYKTAMM XapuyBaHHS, 6e3 HaJTaHHS SIKUX KUTTS Ta 3J0POB’S
TaKuX JI0Aei OMMHSIOThCS Mif 3arpo3010. [TalieHTH, IKi cTpakmaoTh Ha P(0)3, Ha-
JIeXkaTh 0 0COOMMBO BPasaMBOi IPyIM TPOMAJISIH, OCKUJIbKY iX JIIKyBaHHS JTOBiUHeE,
SKUTTEBOHEOOXiAHE Ta JOPOroBapTicHE.

BinmoBigHo M0 3akoHOmaBcTBA YKpaiHu «piakicHe (opdaHHe) 3aXBOPIOBAHHS —
1€ 3aXBOPIOBAHHSI, SIKe 3aTrPOXKYE JKUTTIO JIIOAMHY a00 sIKe XPOHIYHO MPOTPecye, Ipu-
3BOIUTH A0 CKOPOUYEHHS TPUBAJIOCTI JKUTTSI 'POMaIsiHMHA ab0 [0 Jioro iHBasIiIHOCTI,
TIOIIMPEHICTh SIKOTO cepell HaceleHHS He yacTilie HixX 1:2000» (cT. 3 OCHOB 3aKOHO-
IlaBCTBa YKpaiHM PO OXOPOHY 3[,0POB’S).

OnHuM i3 ocHOBHMX mpiopuTeTiB BOO3 BcTaHOBIIOE 3a6e3MeUeHHS AepsKaBaMu
YHiBepCaJIbHOTO TOCTYITY JII0/Iel 10 HeoOXimHO1 iM MeAMYHOI TOTTOMOTY, Y TOMY UMC-
JIi MiarHOCTMKM Ta JIIKyBaHHS MaIieHTiB i3 P(0)3, He moK/amady Ha HMX (iHAHCO-
Boro Taraps [15]. 3abe3reueHHs CIIpaBe/IMBOrO, PiBHOTO TOCTYITY TPOMAJISIH JI0 ia-
THOCTUKMU, MEAUYHOI JOTIOMOTHU (JIiKyBaHHS), B TOMY YMCJTi TPOMa/IsiH 3 ophaHHUMUA
3axBopioBaHHsAMMU ([ani — O3), TOBMHHO CTaTU OJHUM i3 CTpaTeriyHUX Opi€eHTUPIB
HalliOHAJIbHOTO PO3BUTKY YKpaiHM Ha piBHi 3 iHmMMy KpaiHamu-wieHamy OOH, ski
npueaHanuch ao Linei ctamoro po3BUTKy Ha nepioa g0 2030 poky Ha 3acamax MpUH-
LIUTTY «He 3aJIUIITUTYU HiKOTO OCTOPOHb» [15, 16, 17].

ITpoTsiromM oCcTaHHIX POKiB OibIIicTh KpaiH €C MaM YMHHI HaI[iOHAbHI IAHU
yy crparerii momo nutadb O3 un opdanHux JI3, SIKi JOITOMOI/IN iM ITOCTaBUTHU Ha
3arajbHOHAIiOHAJbHUI PiBeHb Ta 3arOCTPUTU MUTAHHS OpTaHizallii HaJaHHS Me-
IM4YHOI moromory mnarientam i3 O3 1 HeobXiIHOCTI 3aKOHOLABUOr0 3a6e31eueHHs.

YacTuHa i3 TaKuX MporpaMHUX JOKYMEHTIB IpuiiManach Ha IieBHUIL Tiepiof, iHIIa
yacTHHA — 6e3 MPMB’SI3KM 10 IIEBHOT'0 YaCOBOI'0 ITPOMIKKY. 30KpemMa, 6e3CTPOKOBi Halli-
OHaJTbHI TVTAHU UM CTpaTerii AitoTh y benbrii, Kinpi, Janii, HimeuunHi, Icrianii, Benuko-
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opuranii, llIBeiiiapii Ta Hopserii. Kpim Toro, moci unHHMMM € HalliOHA/IbHI TUTaHM 91
ctparerii momo O3 y Takux KpaiHax, sK: ABcTpist, Xopsaris, Yexis, EcToHis, ®paniris,
Vropimusa, Ipnaugis, JTiokcem6ypr, Higepnaugu, Iopryranis, PymyHis, CioBeHist Ta
CnoBauunHa, MakenoHis, ITonbina, Cep6is, IlIBelis. HallioHaIbHi IIaHM UK CTpaTerii B
Bosnrapii, I'pewii, Itanii, JIaTsii, JIutsi Ta @innanaii gisnm no 2018 poky [21, 22, 23, 24].

HartomicTb, B YKkpaiHi Ha CbOTOAHI He 3aIpPOBAaIKeHO HAaIlliOHAJIbHOI ITOMITUKH,
IJIaHy 4K cTpaTerii momo nutadb O3, HeMae €IMHOTO CIelia/IbHOTO 3aKOHY B cdepi
03. Bech 3akoHOmaBumit MacuB y cdepi O3 mpsiMo abo oroceperKoBaHO YHOPMOBaHMIA
y pi3HMX 3a iepapxiero Ta ceporo il HopMaTUBHO-ITPABOBMX aKTax. Taka cUTyallist He
JTO3BOJISIE HAIIIili AepskaBi MTOBHOIIIHHO Ta e(heKTUBHO Peasli30ByBaTH IepyKaBHi rapaH-
Tii Ta monmiTuky B cdepi O3, a TakoK BUPIIITyBaTK HarajabHi IPo6aeMM y 3a3HaueHiii
cdepi Taxi, AK: 3anobiraHHg HOBMM BumnagkaM O3 cepeqn HacejaeHHS! YKpaiHu; IOJiM-
IIIEHHS SIKOCTi XXKUTTS Ta 3MEHIIeHHS CTYIIeHs iHBaJIiaM3allii ocib, sIKi CTpakmamoTh Ha
O3; MOBHOIIiHHA iHTErpallist TaKUX 0Ci6 y CYCITiTbCTBO; 3a6€3TeYeHHs MOXKIMBOCTI iX-
HbO1 aKTMBHOI TPYIOBOI Ta iHINOI CYCITiIbHO KOPUCHOI AisSTbHOCTI [3, 5].

MeTo cTaTTi € po3pobKa CTPYKTYPOBAHOTO KOMIUIEKCHOTO IOJITUYHOTO ITPO-
rPaMHOTO TOKYMEHTY, CIIPSIMOBAHOTO Ha BUPillleHHS MUTaHb MaIli€eHTiB SIKi XBOpPi-
I0Th Ha pigKicHi (opdaHHi) 3aXBOPIOBAHHSI.

MeTopmosnoris mocmimkeHHs. I[Tig yac po3pobky 3a3HaueHOi mporpamu 6yio 3a-
CTOCOBAHO CUCTEMHO-IisUIbHICHMIA TiAXi/l, 3 BUKOPUCTAHHIM CIIeUUpiuHNX KpUTe-
piiB 0 cTaHOBMINA B IKOMY IlepeGyBa€ Hallle CYCIIiIbCTBO. TaKOX B XO[Ii OMpaIlio-
BaHHS 3a3HAYEHOI HOPMATMBHOI IJIATGOPMHU, JIJIST BUKOHAHHS TIOITYKOBUX 3aBAAHb
Ta MPakKTUYHOI peasi3zallii 1IbOTO MJIaHY, BUKOPUCTOBYBAIMCh 3araJibHOHAYKOBi Me-
TOAY TIPOBEIeHHS AOCTiIKeHb.

OcHOBHIi pe3ynbraTi JOCTiIKeHHs. OTXe, OOIPYHTOBYIOUM METY CTaTTi, BU-
KJIaJi, OCHOBHOTO MaTepialy AOCTiIKeHHSI TPOTIOHYEThCSI BUKJIACTM 3@ HACTYITHOIO
CTPYKTYPOIO:

- 3arajibHa YacTUHA;

— MeTa, 3aBJaHHs Ta CTPOKM peanisailii HanionanbHoi [TomiTuku;

— 3abe3IleueHHsT paHHbOTO BUSIBIIEHHS, MPODiIaKTUKY, NiaTHOCTUKY Ta HaTaH-
HSI SIKicHOI Ta epeKTMBHOI MeaMUHOi moromoru (JikyBaHHs) O3;

— 3abe3meveHHsT HAJIESKHOTO BiiOOPY OCHOBHMX JIiIKAPChKMX 3aCO0iB JIJIsT JIIKyBaH-
Hs1 O3, MeOMUHMX BMPOOIB Ta IIPOIYKTIB CIIEIiaIbHOTO JIiKyBaJIbHOTO XapUyBaHHS,

— 3abe3IleueHHsT JOCTYITHOCTI MPOAYKTIiB CITEIiabHOTO JIIKyBaJbHOTO Xapuy-
BaHHS, TiKapChbKMX 3aC00iB Ta MEAMYHMX BUPOOIB 1151 HaJaHHSI MeIUUHOI JOTIOMOTH
(nmikyBaHHS) maijieHTam i3 03;

— HajiekHe (iHaHCYBaHHS CUCTeMM 3abe3IeyeHHs MaiieHTiB i3 O3 jmiKapcbKu-
MM 3aco6amMu Ta TPOAYKTAMMU CITeIiaIbHOTO JIiIKyBaJIbHOTO Xap4yyBaHHS;

— YIOCKOHAJIEHHS CYMCTEMM MOCTaYaHHSI JTiKapCchbKMUX 3aco0iB Ay1st JikyBaHHS O3;

— YIOCKOHAJIEHHS IeP’KaBHOTO PEryyiioBaHHS Ta 3abe3IeueHHsT SIKOCTi JIiKap-
CbKMX 3ac00iB ay1st jikyBaHHs O3;

— MiABUIEHHS PiBHS PalliOHAJbHOTO BUKOPUCTAHHS JIiIKapChKMUX 3aCO0iB JIJIs JTi-
KyBaHH4 O3;

— CTUMYJTIOBaHHS PO3POOKM Ta JOC/TiIKEHHS JTIKapChbKMX 3aC00iB 1151 TikyBaHHS O3;
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— OUiKyBaHi pe3yabTaTy peasisailii HalfioHanbHOI MOMITUKY;

— (i”aHcoBe 3abe3meueHHs peaisalnii HamioHaabHOI IO THKMA.

I. 3arasnbHa yacTuHa.

Brimoloun BuIe3asHaueHi MPUMHIMIN Ta HpiopuTeTy YKpaiHa B3sla Ha cebe
3000B’13aHHS 3a0e3meunTty namieHtam 3 O3 3axoau 3 mpodinakTuku P(0)3, opraHi-
3allil0 HaJlaHHS BiAIIOBimHOI MeaMuHOi moromMoru, 6esnepebiliHuii Ta 6e30I1aTHMI
JOCTYII IO HeoOXigHux JI3 Ta BiAMOBIIHMX XapuOBUX MPOIYKTIB /IS CIeLiaJbHOTO
IiETMYHOIO CIIOKMBAaHHS (cTaTTsI 53-1 OCHOB 3aKOHOZABCTBA YKpaiHM IIPO OXOPO-
Hy 310poB’st). Taxki JI3, MmeguuHi BUpoOM Ta MPOAYKTHM CIIEIia/IbHOTO JIIKyBaJIbHOTO
XapuyBaHHS yepes iX BUCOKY BapTiCTb Ta/abo BiICYTHICTH B YKpaiHi He MOKYTb OyTU
npuabaHi mamieHTamu caMocTiiino. I[Tpu bomMy 6e3 oTpuMaHHS BignoBigHux JI3 Ta/
abo ITPOAYKTIB CITeliaIbHOTO JTiIKyBaJbHOTO XapuyBaHHS 11i JIIOAY IMpUpPeYeHi Ha BaXK-
Ky iHBaJTigHiCTh UM 3arubens [5].

ITpoTe, K TTOKa3ye MOCBi iHIMX KpaiH CBiTY, JepykaBa 1o36aBieHa MOXKIMBOCTI
ITOBHOIIIHHO Ta e()eKTUBHO IVIAHyBaTy Ta BIIPOBAKYyBaTU 3aX0aM 3 MPODiTaKTUKI
03 i 3abe3mneuyBaTy 0Cib, SIKi CTpakAAIOTh HA IIi 3aXBOPIOBAHHS, aIeKBATHOIO Me-
IVIHOIO TOTIOMOT00, 6€3 IIPUITHSITTS KOMIUIEKCHOTO IPOTPAMHOI0 JOKYMEHTa (Ha-
1iOHaJIbHOI MOJITUKY, HAalliOHAJILHOTO TJIaHy, CTpaTerii Tomio) [18].

Po3po6Ka oKpeMux KOMITIEKCHUX MOTITUUYHUX IIPOTPAMHUX TOKYMEHTIB, CIIps-
MOBaHUX Ha MUTaHHS O3, HAIEKUTH J0 HalKpaluX MPakKTUK PO3BUHYTUX €BPOTIEii-
cbKkuXx mepxkas. [Tepia I[Iporpama aiit €EC momo O3, BKI0Ual0uM reHeTUUHiI 3aXBOPIO-
BaHHS, Oyia npuitHATa Ha Tiepion 3 1 ciuas 1999 p. no 31 rpymus 2003 p. 3 MeTOIO 3a-
6e3reyeHHsI BICOKOTO PiBHSI OXOPOHY 300POB’S MIOAO PiIKiCHMX 3aXBOpIOBaHb [19].

8 uepBHs 2009 p. Paga €C npuiinsiia Pekomenpatiito Pagu momo niit y cepi O3
N2 2009/C 151/02, B sKiit omHUM i3 3aBIaHb IO AepikaB-uieHiB €C O6y/0 MOCTaHOB-
JIEHO SIKHAWIIBUIIIE, ajie HaliKkpalie a0 KiHug 2013 p., po3po6uTy Ta 3a1IpOBaIUTI
HalliOH/IbHUI TIJIaH UM CTPATerilo, CIIpSIMOBAaHY Ha KepPiBHUIITBO Ta CTPYKTYypPyBaH-
HS BigmoBimaux it y cdepi O3 y Mekax iXHbOI HalliOHAJIBHOI CUCTEMY OXOPOHU
3n0poB’s. Cepen, OCHOBHMX 3aBIaHb Ha piBHi €C Ta HallioHAILHOMY piBHi, ITOCTaBJe-
HUX MM JOKYMEHTOM PEKOMEHIAIifIHOTO XapaKTepy, Oy/IY TaKOK TaKi:

— 3abe3MeunTy HaJIesKHE BU3HAUeHHS MOHATTS P(0)3, kogudikailito Ta Kinacudi-
karfito O3, BusHaHHS crienudiku O3 y HalliOHAJIbHIl CUCTEMi OXOPOHM 3[TOPOB’S Ta
cucTeMi peimbypcariii;

— 30iIBIINTU KiJIbKICTD JOCTiIKeHb 111010 O3;

— imenTudikyBaTu UM 3a6e3MeUNTU CTBOPEHHS LIEHTPiB ekcrepTusu momo 03,
BKJIIOUMTHU iX Y EBpoOIIeiichKi moBimKoBi mepexi mis 03;

— 3i6paTu Ta 06MiHIOBaTHCh Ha piBHI €C HaliKpalMM METOJaMM OiaTrHOCTUKA
Ta HQJaHHS MeIMYHOI JOIOMOry naiieHram is 03;

— HaJIarojKeHHsl OiaJioTy 3 TPOMAaChbKiCTIO, B TOMY UMCIi 3 TPOMaJChbKUMU
00’e¢qHAHHSIMMA;

— 3a6e3MmeunTy CTaicTh iHPpacTpyKTyp, po3podmaenux ais 03 [20].

II. MeTa, 3aBIaHHS Ta CTPOKM peasisarii HamionanbHoi IMomiTukm.

MeToro HaionanbHoi ITomiTHkY € 3a6e31mevyeHHsI CIIpaBejIMBOrO Ta PiBHOTO J0-
CTYITy IO SIKiCHOI Ta BMCOKOKBasIi(hikoBaHOI AiarHOCTUKM Ta MEIUUYHOI JOTIOMOTHU
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(nmikyBaHHS) rpoMaisH YKpainu i3 O3,y TOMY UMl 10 SIKiCHUX, e(peKTUBHUX Ta 6e3-
neyHux opdanaux JI3, a TaKOXKX MeIUUHNX BUPOOIB, MPOAYKTIB CIEIiaTbHOTO JIiKY-
BAJIbHOTO XapuyyBaHHsI. 3a3HaueHe J03BOJIMTb 3MEHIIUTU 3aXBOPIOBAHICTh Ta CMePT-
HicTb Bifg O3, DiABUIIUTH SIKiCTb >XUTTS MalieHTiB i3 O3.

OcHoBHMUMM 3aBHaHHsIMU HarrionanpHoi ITomiTukuy €:

— YIOCKOHAJIEHHSI PAHHbOTO BUSIBJIEHHS, MPODITAKTUKY, TiaTHOCTUKY Ta HA/TAH-
HSI SIKicHOI Ta epeKTMBHOI MeOUUHOI JoroMoru (J1ikyBaHHs) O3;

— 3abe3IIeueHHsT CITpaBeIIMBOrO AOCTYIY NalieHTiB i3 O3 go JI3, MeguuHUX BU-
po6iB Ta MPOAYKTIB CIELiaJIbHOTO JIiIKyBaJbHOI'O XapUyBaHHSI;

— YIOCKOHAJIEHHSI JeP>KaBHOTO PeryioBaHHS Ta 3ab6e3medeHHs IKoCTi JI3 myis jri-
KyBaHHS O3;

— BU3HAUEHHS iHCTPYMEHTIB JIT MPUIHSTTS pillleHb PO Bigbip i BKIIOUEHHS
inHoBaniitHMx JI3 mys gikyBaHHs O3 40 MO3UTUBHOTO Tepestiky JI3, dhiHaHCyBaHHS
SIKMX 3a0€3IeUyeThCS 38 PAXYHOK OIO/IKETHUX KOIITIB;

- HajiexkHe (iHAHCYBaHHS cucTeMy 3abesrneuyeHHs maiieHTiB i3 O3 JI3, meguy-
HUMM BUPOOaMM Ta TIPOTYKTAMU CIEIia/IbHOTO JIIKyBaJIbHOTO XapuyBaHHS;

— YIOCKOHAJIEHHS cycTeMy roctadadHst JI3 st mikyBauHs O3 Ta MeOVIHNX BMPOOiB;

— CTUMY/TIOBAHHSI PO3POOKM Ta TOCTiKeHHSI, HOBUX METOJIiB IiaTHOCTUKY Ta Jii-
KyBaHHS, B TOMY uncii JI3 gjist mikyBanHs O3.

Peanizanig HamionanpHoi ITomituky repegbavaeThbest mpotsaroM 2022-2027 pokis.

3aBganHs HauioHanpHOi [omiTky BiamoBigatoTh LIiissM cTamoro po3BUTKY Ha
2016-2030 poxu, 3arBepmkeHuM [lOpsiAKOM IeHHUM B Tayy3i po3BUTKy Ha CamiTi
OOH, mo BimbyBcs y BepecHi 2015 p. B pamkax 70-i cecii l'enepanbHoi Acam6iei OOH.

IT1. 3a6e3meyeHHsTI PAHHbOTO BUSIBJIEHHS, MPOQMiTaKTUKM, JiarHOCTUKM Ta
HaJaHHS SIKicHOI Ta epeKTMBHOI MeaMUHOI Joromoru (J1ikyBauHs) 03.

B YkpaiHi mopiuno HapomkyeTbest 180 Tuc. miTeit 3i crmagkoBUMM 3aXBOPIOBaH-
HsiMM. Bisibille TOJTIOBMHM 3 HUX MalOTh BPOKeHi Baiyt, 6iM3bKO 35THC. — XpOMOCOM-
Hi XBOpoOM i TOHa[, 35 TUC. — TeHHi XBOpOOM.

IBi TpetHM O3 BUSIBJISIIOTh Y PAHHBOMY OUTSIYOMY Billi, B 65% Bumnaakis O3 ma-
I0Th BasKKMIA iHBaTigu3yiounii mepe6ir, B 50% — roripiueHnit mporuo3 Ajist KUTTS, B
35% BuUMaKax € MPUIMHOI CMepTi TPOTIToM 1-ro poky kuTTs, B 10% — y Bimi 1-5
poKiB, B 12% —y Bi1i 5-15 poxkiB.

3a nanumu LeHnTpy Mmeanunoi cratuctyky MO3 Vkpainm y 2018 porii Ha gycriancep-
HOMY 06JTiKy 3 XpOMOCOMHMMM Ta CHaJKOBMMM IIaTOJIOTisSIMM ITepe6yBasio 38 134 ocobu,
3 sikux 24 371 — it Bikom 1o 17 pokiB, 13 763 — gopocii Bikom 18 poxkiB i crapiii [3].

3HauHa KinbKicTh O3 py paHHBOMY BUSIBJIEHHI MOXKYTb ITiJITaBaTUCS KOPEKILii 3
IIOBHOIO 200 YaCTKOBOIO peabisiTallielo maiieHTiB.

3aBAsKY CydacHUM MeAVUYHUM TexHoaorisiMm O3, sKi paHilile BBaKaaucs iHKypa-
6eTbHMMY, MAIOTh CbOTOIHI MOK/INBICTh TATOTEHETUYHOTO 260 CMMITTOMAaTUYHOTO
JIiKyBaHHS, IO JO3BOJISIE TIOBEPHYTM B CYCIJIbCTBO (Pi3MUHO i coliasbHO agamnTo-
BaHUX, Mpalle3JaTHUX JIIoJelt UM MpMHaiMHI MOKPaIIUTH SIKiCTh iXHBOTO KUTT [7].

BinmoBigHo o craTTi 53-1 3akoHy YKpainu «OCHOBM 3aKOHOaBCTBA YKpaiHM PO
OXOPOHY 37I0pOB’sT» Ha MO3 YKpaiHM MOKIaJeHO ITOBHOBAYKEHHS BUBHAUUTM 3aX00N,
HeobxinHi a1 3a6e3meueHHs mpodinakTukyu P(0)3, Ta BCTAHOBUTY MOPSITOK HAAHHS
MeIVYHOI TOIOMOTHY TPOMaJIsTHaM, SIKi CTpakIaloTh Ha 11i 3aXBOPIOBAHHS [4].
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OpHaxk, cTaHOM Ha ChOTOAHI Taki 3aX0[M Ha Mif3aKOHHOMY PiBHi He BM3HAUeHi,
IO CTBOPIOE CYTTEBI Oap’epy Ha NMUISIXY 3a0e3MMeueHHs HaJeXXHOTO PAHHBOTO BUSIB-
JileHHs, mpodinakTuky Ta giarHoctuku O3.

3rifHo 3 BMCHOBKamMy KoMiTeTy 3 UTaHb 340POB’S Hallil, MEAMYHOI JOIIOMOIM Ta
MeIMYHOIO CTpaxyBaHHsI BepxoBHoi Pamu Ykpainu 3a pesynbratui po6ouoi Hapamau
3a yuacTio npeactaBHMKiB MO3 Vkpainu, mpodigbHMUX TPOMAAChKMUX OpraHizalliii Ta
BUPOOHMKIB JI3 i MPOMYKTIiB Mi€TMUYHOTO XapuyyBaHHS, MpoBeneHoi 23 BepecHs 2019
POKY, BiTUM3HSIHI TaTy3eBi CTaHAAPTM NiarHOCTUKY Ta JIiIKyBaHHS 6aratbox O3 BifcyT-
Hi a60 HemockoHati [25]. Lle, y cBOIO Uepry, MPM3BOAUTH 10 BUITAIKiB ITOCTAHOBJIEH-
HST HEBYACHMX 200 HENPaBWIbHMX IiarHO3iB uepe3 HeEMOXK/IMBICTb BCTAHOBUTY TOUHY
MPUUMHY 3aXBOPIOBAHHS ; IIKyBaHHS iHIIMX 3aXBOPIOBaHb 3aMicTh O3 Ta, IK HACTiIOK,
30iIbIIIEHHST YCK/IAIHEHb Ta CMEPTHOCTI ManieHTiB i3 O3. KpiMm Toro HeeheKTUBHE JIi-
KyBaHHSI IPU3BOAUTH JI0 TOAATKOBOTO GIO/IKETHOTO HABAHTAXKEHHS Ta MAa€ HACTiJKOM
HeOOI'PYHTOBaHe BUKOPVCTAHHS GIOMKETHMX KOIITIiB B YMOBaX 0OMEKEHOI0 OI0IKeT-
HoOTro (hiHaHCYBaHHS HA MeJlMuHe 3a6e3TeueHHs TOTPed OXOPOHU 3[0POB’S.

3 meTor0 paHHbOTO BusABIeHHS O3 (30KpemMa, (PeHiIKeTOHYpii, BpOIKEHOTO Tillo-
TUPEO03Y, BPOIKEHOI rinepruiasii HaIHMPKOBUX 3aJ103, KiCTO3HOTO (Gibpo3y Ta cepro-
MOMiGHMX KITITUH) Y TAKMX PO3BUHYTHX €BPOIMENCHKUX KpaiHax, SK BelKo6puTaHis Ta
@paHiiis, 10 IPyn BUCOKOTO PU3UKY 3aCTOCOBYIOThCSI CKPUHIHTOBI Mporpamu [26, 27].
V CIIA mopi6Hi cCKpMHiHTOBI TTporpamu nepenbadeHo st 68 O3 [28]. Taki mporpamu
TIO3BOJISIIOTH 3[1iFICHIOBATY PaHHIO KOPEKIIil0 UM CYTTEBE TOJIITIIEeHHS CTaHy 3[J0POB’sI
narieHTiB i3 O3 3aBIsKM 3MiHM CITOCOOY JKUTTS Ta CBOEUYACHOTO JTiIKyBaHHS [26, 27].

B VkpaiHi B 3ak/1agax 0XOpOHU 3[0POB’SI MPOBOASITHCS JIUIIEe 4 TPOrpaMy CKpU-
HiHTY HOBOHapOKeHNX 3a TakuM O3 gK: GeHiIKeTOHYPis, TiloTUpeo3, MyKOBicCIM-
Il03 Ta aHAPOTeHiTa/IbHUIT CMHIpOM [29].

Kpim Toro, y BenukobpuTtanii, @paniii ta CIIA rmommpeHnm € 3aCTOCyBaHHS He-
iHBa3iifHOro MpeHaTaabHOIO TeCTyBaHHS IJis BusiBjaeHHS O3 1ile Ha cTajii BariTHOC-
Ti, [0 3a0e3Ireuye 3arro6iraHHs abo YIIOBiIbHEHHSI po3BUTKY O3 y miTeil IIIIXoM
MOYaTKy JIIKyBaHHSI Ha PaHHIX CTaisX MPakKTUUYHO OApa3y Micyis HapomKkeHHs. [Ijist
JIikapiB yCiX JAHOK 3aKjafiB OXOPOHM 3I0pPOB’S Yy BeauKoOGpuTaHii 3armpoBaiskeHo
CrieliiajbHi TPeHIHTM Ta BUIA OCBiTa 3a HAIMPSIMOM reHoMmika. [IJisl AiaTHOCTUKU Y
IMX KpaiHaxX BUKOPUCTOBYIOTh, y TOMY UMC/Ii, TeHETUUHI TECTH.

TakoX Ha paHHIO [AiarHOCTUKY, BCTAHOBJIEHHS IPAaBWIbHOTO [iarHO3y Ta HaJaH-
Hs Y TTOf/IbIIOMY e(eKTUBHOTO JiKyBaHHS MallieHTaM, siKi CTpaskaaioTh Ha O3, He-
raTUMBHO BIUIMBAE BiICYTHICTh JOCTATHBOI KiJIbKOCTI crieria/ii3oBaHUX MeANUHNUX 3a-
KJIaJiB (EKCIIEPTHUX IeHTPiB), 1ab0paTOpiii reHeTUKN IJIs1 TAKMX MAIi€HTIB i 6pak
BimmoBimHMX ¢axiBIliB, cucTemu peabimiTairii.

3okpeMa, y ®paHiiii Ta BenmMKko6puTaHii CTBOPEHO P, MYTbTUAMCIUIUTIHAPHUX
eKCIepPTHUX LIeHTPiB, HeOHATAJIbHMX CKPUHIHTOBUX LIEeHTPIB ITiJ, KepiBHUILITBOM Ha-
LiOHAJILHOTO KOOPAMHALIIAHOTO LeHTPy [26, 27].

[Tpobnemy 3abe3mevueHHs pAHHBOTO BUSIBIIEHHS, TPOMITAKTUKY, AiaTHOCTUKHA Ta
nikyBaHHs O3 nepen6avyaeTbCsl PO3B’I3aTH NUISIXOM [9]:

— 3ampoBaJyKeHHS Ha 3aKOHOJABUOMY PiBHI HEOHATA/IbHUX CKPUHIHTOBUX MPO-
rpam [jisl paHHbOTO BUSIBJIEHHSI BCTAHOBJIEHOTO repestiky O3 y BU3HaueHUX Py pu-
3MKY Ta TTOCTYIIOBE PO3IIMPEHHS TAKOTO MEePeTiKy;

ISSN 1727-6667. Teopis Ta NpakTUKa Aep>KaBHOro ynpasniHHa 2 (75) / 2022 45



Zhyvylo I. National policy of Ukraine
on Rare (Orphan) Diseases

— 3ampoBaykKeHHS Ha 3aKOHOMABUOMY DPiBHI T'eHETMUHOIrO TeCTyBaHHS Ta iH-
KX MeTomiB miarHocTuky O3, a TAaKOXK iHHOBAIlIMHMUX TeXHOJIOTiH /ISl ITiABUIIeHHS
edexTuBHOCTI paHHBOI mHiarHOCTMKY O3;

— 3ampoBaJyKeHHS Ha 3aKOHOAABYOMY PiBHiI HeiHBa3i/iHOTO MpeHaTaJAbHOIO TeC-
TYBaHHS JJis1 BUSIBJIEHHSI BCTAHOBJIEHOTO nepestiky O3 Ha cTafii BariTHOCTI i3 Bpaxy-
BAaHHSIM OCHOBHMX IIPUHIIMNIIIB 0i0€TUKM;

- (iHaHCYBaHHS 3a PaxXyHOK OIOMIKETHMX KOIITiB Ha HEOHATabHiI CKPMHIHTOBI
MporpaMu Ta HeiHBas3iliHe ITpeHaTa/libHe TeCTYBaHHS y MeXXaX BCTaHOBJIEHOTO Tiepe-
Jiky O3 Ta BM3HAUEeHUX TPyl PU3UKY, & TAKOXK FTeHEeTUYHUX TeCTYBaHb;

— 3abe3IeueHHs 3aX0/IiB IIOBTOPHOI JiaTHOCTUKM IMAI[i€HTiB, Y SIKMX HE BCTAHOB-
JIEHO IiarHO3, Ha IiJCTaBi pe3y/lIbTaTiB HOBMX HAYKOBUX AOC/IIIKeHb y chepi O3;

— MeperIsia CTapux Ta po3pobKa i 3aTBepIKeHHS HOBMX TaJTy3eBUX CTaHAAPTIB y cdepi
OXOPOHM 3[I0POB’S [I/151 BUSIBJIEHHSI, PAHHbOI JiarHOCTMKY Ta JIIKyBaHHSI Malli€HTiB i3 03;

— PO3BUTOK HAIliOHAJIBHOI'O Ta MiKHAPOIHOTO CIiBPOOITHMITBA 3 IuUTaHb O3,
OTPMMAaHHS Ta OOMiH JOCBiIOM I[0I0 CKpUMHIHTOBMX IIPOTPaM, METO/IiB JiarHOCTUKY
Ta JiKyBaHHS MalieHTiB i3 03;

— 3abe3IeueHHsT HABYAHHS Ta MiABUILEHHS KBamidikailii MeguUHMX MpaliBHM-
KiB, 110 6epyTh y4acTb y MpodiIakTUIli, BUSIBJIEHHI, iarHOCTUIII Ta JIIKyBaHHI Mmaifi-
€HTiB i3 O3, y TOMY UKC/Ii HA TTIepBUHHI JaHIIi;

— CTBOpEHHS Ta 3a6e3IeUeHHs HaJIeKHOTO (iHaHCYBaHHS 3a PaXyHOK CyOBeHII i
3 IeP’KaBHOTO OIOMKETY HOBUX CITelliaji30BaHMX MeAMUYHMX 3aKIaliB (€KCIIePTHUX
LIeHTPiB) Ta Ja6opaTopiii FeHeTUKY 1151 HaJaHHSI MeAMYHOI JOITOMOTM MallieHTaM i3
03, dbinaHCcOBa MiATPMMKA HAsSIBHUX CITellia/li30BaHMX MEeOUYHMX 3aKIadiB Ta J1abo-
paTopiii reHeTUKH;

— CTBOpEHHSI Ta 3a6e3IeueHHsT HaJIeXKHOTo GiHaHCYBaHHS CUCTeMM peabimiTalrii
IJ1s1 aijieHTiB i3 O3;

— BCTAaHOBJIEHHSI MeXaHi3MiB JOCTyITy naiieHTiB 3 O3 go indopmarnii momo O3.

VIoCcKOHaJeHHST KaApOBOro 3a0e3IeveHH s )il iaTHOCTMKM Ta HaJaHHSI Megud-
HOi gonoMory rpomaassHam i3 O3.

Husbpkuii piBeHb 06i3HaHOCTI JIiKapiB MEePBUHHOI JIAHKM CTOCOBHO BMSIBJI€HHS
Ta paHHbOI miarHocTMKM O3, a TAKOX BigCyTHiCTh a00 HEZOCKOHAJIICTh BiTUM3HSI-
HUX TaJTy3€BUX CTAHIAPTiB AiarHOCTUKM Ta JiKyBaHHS 6aratbox O3 Mpu3BOINUTH JI0
ITIOCTAHOBKYM HeBUACHMX ab0 HelmpaBUIbHMX JiarHo3iB naiieHntam i3 O3. Kpim Toro,
HeBeJMKa KUJIbKIiCTh MallieHTiB i3 meBHMM O3 Mae€ cBo crienudiky, 0 YCKIaIHIOE
Mpollec AiarHOCTUKM Ta JIIKyBaHHS TaKUX IMalli€HTiB.

Crig TakoX 3a3HAUMTH, IO 3a OCTAHHI POKM, OCOOJNMBO cepel MOJIOAi, 3pocia
KiJIbKiCTh MeIMYHMX TIPalliBHUKIB, Y TOMY UMCJIi JTiKapiB, SIKi Bif isKIkaloTh Mpalio-
BaTy 3a KOPHIOH. Taka TeHIeHIlisI TPU3BOAUTD M0 AedinnTy kKBamidikoBaHMX daxiB-
1[iB, IO Ma€ HeTaTVBHI HACTIIKM OJIs1 KaApOBOro 3abe3mnevyeHHs SIK BCiei ramaysi oxo-
POHM 3[IOPOB’S, TaK i A711 OKPeMUX HAIPSIMKIB.

[Tpobnemu y cepi KagpoBoro 3abesreueHHs s JiarHOCTUKM Ta HaJlaHHS Me-
IWYHOI JormoMoryu rpoMaasgHam i3 O3 mepen6auacThCsl pO3B’SI3aTH LIJISIXOM

— MigroToBKy KBamidikoBaHMX ¢axiBIliB 3 IiarHOCTMKM Ta jJikyBaHHS O3 y BU-
IMX HAaBYAJbHUX 3aK/IaJax, 3aKjaZax OXOPOHM 30pPOB’s, 10 Celiaai3yloThCsl Ha
JIiarHoCTUIIi Ta JiKyBaHHi O3;
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— 3abesreueHHs HABUAHHS Ta MiABUINEHHS KBamidikailii MeguIHUX MpaliBHU-
KiB, [0 6epyTh yUacThb y MpOodiakTUIli, BUSIBJIEHH], JiarHOCTUIII Ta JIiKyBaHHi Maifi-
€HTiB i3 O3, y TOMY UMC/li HA TIePBUHHI JaHIIi;

— CTBOPEHHS OCBiTHIX ITporpaM, rpOMaCcbKUX OpraHizalliii ajist HagaHHs iHdop-
Maliii Ta nigTpumMKy natieHtam 3 O3;

— ep>KaBHOI MiATPMMKM TIPOCBITHUIIBKOI, HAYyKOBO-IOCTIAHOI, TEeXHiuHOi,
OCBITHBOI MOMITUKM Y cepi O3 MIIXOM 3aIpoBaIKeHHs iHpopMaIliifHO-g0BiIKO-
BUX MepeX, YHi(iKoBaHMX MalliEHTChKMX MapIIPyTiB, peaiisallis OCBiTHiX Ta HayKO-
BO-AOCIiIHUX ITPOTPaM;

— IIPOBeIEeHHs AJIs JIiKapiB 3ax0fiB, HaIlpaBJeHMX Ha OOMiH JOCBifOM Ta 3Ha-
HHSIMM 3 iHO3eMHMMM (HaxiBIISIMM, SIKi CITeliami3yioThcs Ha BigmoBimuux O3,y ¢op-
Mi TpeHiHriB, ceMiHapiB, BeOiHapiB TOILO.

IV. 3aGesneueHHss MOHITOpPUHTY 3 muTaHb 03.

BimcyTHiCTb mep>kaBHOTO PeECTPy IPOMa/IsiH, SIKi cTpaxkaaroTh Ha O3, He Ja€ MOX-
JIMBOCTI YiTKO BM3HAUYMTH KiJIbKiCTh MaiieHTiB 3 O3, iXHI0 MoTpe6y B JIiKyBaHHi, y TOMY
ynerti JI3, MeguaHNX BMpo6ax Ta MPOAYKTax CIEeliaJbHOTO AIETMYHOTO XapuyBaHHS,
Ta, SIK HaCIig0K, Heo6XigHmii po3mip dhiHaHCYBaHHS 3a PaXYHOK OIOMKEeTHMX Ta 103a-
OIOKETHMX KOIITIB i MOJA/IbINNI MOHITOPYHT Ta KOHTPOJIb iXHOTO BUKOPUCTAHHS.

CTBOpEeHHS TAKOTO JepsKaBHOTO PeecTpy IependavueHo Ha piBHi 3akoHy. Bimmo-
BimHO mo craTTi 53-1 3akoHy Ykpainu «OCHOBY 3aKOHOIABCTBA YKpaiHM MPO OXO-
POHY 3I0pOB’sI» AepkaBa 3abesreuye 3axonu 3 mpodinakTuku P(0)3 Ta opraxisaiiiio
HaJaHHS TPOMajisiHaM, SIKi CTpaskaaioTh Ha Taki 3aXBOPIOBAHHS, BiIITOBiIHOI Meguy-
HOi moromoru [4]. 3 1ie0 MeTO IeHTPabHNIA OpraH BUKOHABYOI BIaau, 1110 3a6e3-
reuye GopMyBaHHS Jep>KaBHOI MTOMITUKA Y chepi OXOpoHU 310poB’s [8]:

— BM3HAYaE Ta 3aTBEPIKYE repesik P(0)3 Ta 3a6e3mneuye odilliiiHy iioro myo6ikaiiio;

— B TIOPSIKY, BcTaHOBeHOMY KabiHeTom MiHicTpiB YKpainu, 3a6e31euye CTBO-
PEHHS Ta BeIEHHS IeP>KaBHOTO PEECTPY IPOMA/ISIH, SIKi cTpaskaaroTh Ha O3.

I3 HaBemeHMX BUIIle 3000B’I3aHb BUKOHAHO JIMIIIE OJJHE — Ha ITiJI3aKOHHOMY PiBHi, a
came Haka3om MO3 Ykpaiuu Big 27 skoBTHs 2014 p. N2 778 3aTBepaskeHo mepeinik O3,
SIKVIA MiCTUTD 275 MO3M11ii1 i3 3a3HaYeHHSIM KoiB MiXKHapOIHOI CTaTUCTUYHOI K1acu-
dixamii MKX-10. ITpu 11bOMY BiITOBiIHMIT TepsKaBHMI PEECTP TOCi HE CTBOPEHO.

V PexomeHnparlii €Bporieiicbkoi Pagy momo 3axomiB y chepi O3 Big 8 uepsHst 2009 p.
N2 2009/C 151/02 mepskaBHi peecTpy mailieHTiB i3 O3 po3IIAAAIOThCS SIK HeobXigHe
Iskepeno BimomocTeii mpo 03, a TaKOX SIK OJIVH i3 K/TIOUOBUX eJIeMeHTiB HalliOHATbHUX
TIJIAHIB UM CTPATETiH, SIKi peKOMEeHIYEThCSI PO3POOUTH KOXKHI KpaiHi-uieny €C [30].

3awIyroBye Ha yBary Takoxk peKoMeHallisi eKcrepTHOoro kKoMmitety EC, CTBOpeHO-
ro 30 1mcronaza 2009 p. Ha migcTasi pineHHs €Bporericbkoi Komicii N2 2009/872/EC
3 METOI0 Ha/IaHHSI KOHCYJbTaTUBHOI MiATpUMKHM E€BporeiicbKoi Komicii y migroros-
1Ii Ta 3ampoBakeHHi 3axo/iB y cdepi O3 [31]. 3rigHo 3 PekoMeHpallieo HA3BAHOTO
ekcriepTHOTo KoMmiTeTy EC «Illomo pifKicCHMX 3aXBOPIOBaHb Ta peecTpallii malieHTiB
i3 O3 Ta 360py maHux» Bix 5 uepBH 2009 p. CTBOPEHHS PeeCTPiB Ha 3acafax JepsKaB-
HO-TIPMBATHOTO TTAPTHEPCTBA Ta HaJIeXXHa cucTeMa KogyBaHHsI O3 y TaKMX peecTpax
HaJalTh 3MOTY 30MpaTy HeOOXigHMII MacuB JaHUX IJ1s 3a6e3MeueHHsT HaJeXKHOTrOo
CTaHy 3J0pOB’] mallieHTiB i3 O3 Ta mpoBemeHHS OOCTiKeHb Y 11iii cdepi [32].

ISSN 1727-6667. Teopis Ta NpakTUKa Aep>KaBHOro ynpasniHHa 2 (75) / 2022 47



Zhyvylo I. National policy of Ukraine
on Rare (Orphan) Diseases

3okpema, y Benmkobpurahii 3ampoBamskeHo cucremy komyBaHHS O3 Orphanet,
sIKA BiJIpi3HSIETHCS OiTBIIMM piBHEM CTaHIapTU3allii, HXK MiskHapogHa CTaTUCTUYIHA
knacudikaris MKX-10 [26].

OKpeMO TakKOK CJIiJi 3a3HaYMUTH, 110 Ha ChOTOHI B YKpaiHi [li€ eJleKTpOHHA CHC-
TeMa 0xOpoHM 37m0poB’st eHealth, siky €Bpomneiichki ekcrieptu 3 OECP (Opragizairist
€KOHOMIYHOTO CITiBPOOITHUIITBA Ta PO3BUTKY) BU3HAIM ONHIEI0 3 HANIIEPCIEKTUB-
HIIMX Y Jep>kaBHOMY CEKTOpi Mo BCboMy cBiTy. Cuctema eHealth - 11e ykpaincbka
iHpopMmaliitHO-TeJleKOMYHiKalliiiHa cucTema, 1o 3abe3revyye aBTOMAaTKU3allilo Be-
JeHHS 00J1iKy MeOMUHMX ITOCTYT Ta YIIPaB/IiHHSI MeOUUYHOI0 iH(opMallielo B eek-
TPOHHOMY BUTJISIZIi, OCHOBHM (DYHKITIOHAI SIKOi TO3BOJISIE TIAIliEHTAM OTPUMYBATH,
a JikapsIM HaJaBaTU sIKiCHI MennyHi nociyru [1], a came:

— CTBOPUTU «EOVHUIT MEIMUHMII IPOCTip» IJIST KOOpAMHAIlii i iHTerpairii Mix
PiBHSIMM MeOVYHOI AOMOMOTH, @ TAKOX AJIs1 3aIIpOBAI)KeHHSI HOBOI CMCTeMM yIIpaB-
JIiHHS SIKiCTIO TOCTYT [6];

— BUITUCYBaTU €JIEKTPOHHI pelienTyu;

— peasti3yBaTy NPUHIUI «TPOIIli XOASATH 32 MalliEHTOM»;

— KOHTPOJIIOBATM, HACKIIbKM e(PeKTMBHO BUTPAUAIOTbCS BUZiIEHI Ha OXOPOHY
3[0pOB’S GIOAKETHI KOIITH;

- y MaiibyTHbOMY KOSKHOMY TIAIli€HTY MIBUIKO OTPMMATH CBOIO MeJUUHY iH(Op-
Mallito, a JiKkapsSM IMpaBUAbHO CTaBUTHU MiaTHO3 3 ypaxyBaHHSM I[iJTiCHOI KapTUHU
3I00pOB’S MallieHTa;

— BEeCTHU eJIeKTPOHHI JlepskaBHi peecTpu y chepi 0XOpOHM 3T0POB’S.

BpaxoByroun moskiamBocTi cucremu eHealth Ta Toi daxr, o B Hilt Bke (QyHK-
I[IOHYIOTH iHIIII peecTpy y chepi OXOPOHU 3I0POB’s, TepskKaBHUI PEECTp TPOMA/IsH,
sIKi cTpaknamTh Ha O3, HOIIIbHO iHTerpyBaTH Ta BeCTU B 3a3HauveHiit cucremi. Ile
JIaCThb MOXK/IMBICTb aKyMY/TIOBATH BCi MeAMUHi faHi mmpo nanieHTta 3 O3 Ta dikcyBaTu
KO3KEH 110T0 KPOK 11100 JIiIKyBaHHS (BUIIMCAHWUI1 pellelT, IpM3HaueHi aHaai3y Ta ixHi
pe3ynbTaT TOIIO) B €AMHIl CUCTeMi.

[Tpo6nemu y chepi MoHITOPUHTY 3 UTaHb O3 MIependavacThCs PO3B’I3aTH IIJISIXOM:

— CTBOpEHHSI Ta 3a6e3reveHHs] QYHKIIIOHYBaHHSI IeP)KaBHOTO PEECTPY IPOMA/ISH,
sIKi cTpaskgaioTh Ha O3, i3 yHi(ikoBaHOO crcTeMoio KogyBaHHS O3, i3 BKIFOUEHHSIM 10
HbOro iHdopMallii mpo naiieHTiB, AiarHO3 SIKMM He BIAJIOCh [IOCTAHOBUTH;

— BeJleHHS JIepP>KaBHOTO PeeCTpPy IPOMajisiH, sIKi cTpaxkaaoTh Ha O3, B cuctemi
eHealth.

V. 3a0e3meueHHsI HAJIE)KHOTO BiOOPY OCHOBHMX JIIKAPCHKUX 3aCO6IB s
nikyBaHHs 03, MeAMYHMX BUPOGIB Ta MPOAYKTIB CIELia/IbHOTO JIIKyBaJIbHOTO
XapuyyBaHHSI.

Bin6ip ocHoBHMX JI3 mjist mikyBaHHS O3 € omHUM 3 TIpiopuTeTHUX HampsiMiB Ha-
1IiOHaJIbHOI MOJIiTUKM, METOIO SIKOTO € 3a6e3IeueHHs JOCTYITY HalieHTiB i3 O3 y o-
TPi6Hiii KiIbKOCTi 40 KUTTEBOHEO6XiAHMX JI3 MPOTATOM YChOTO iXHbOIO KUTTS. [To-
PSITOK TIPUIHSITTS PillleHb TTPO Bif6ip 0cHOBHMX JI3 10 TO3UTUBHOTO TIePeTiKy MOBU-
HeH 6a3yBaTycs Ha €IVMHUX 00’€KTUBHUX, TPO30PUX, BUSHAUEHUX 3aKOHOIaBCTBOM
KpuTepisix Bimbopy JI3 mo Takoro neperiky [2].

OpHax OliHKa KO’KHOTO KpUTePis Ta 1ioro muToMa Bara Mpy MPUIHSTTI pillleHHS
npo BrIOUeHHs JI3 gy nikyBaHHs O3 10 TO3UTUBHOTO NepesikKy MOBMHHA BPaXx0OBY-
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BaTu crienudiky Takux JI3 y mopiBHSIHHI 3 iHIMMu JI3 (3HAUHI BUTPATH HA pO3POOKY
Ta JOCTiIKeHHSsI, 00MesKeHa KiJIbKiCTh Malli€HTiB Ta HEBEJINMKI 00CSTM 3aKYITiBe/Ib, BU-
COKa IIiHa TOIIIO).

3 2016 poky B YKpaiHi 3aITpoBaIKyeThCS HOBA MOJIe/b Bimoopy ocHoBHMX JI3. Ha
3aKOHOZABUOMY PiBHi BM3HAau€HO MexaHi3M Ta KpuTepii Bigbopy Takux JI3, cTpyK-
TYpH, SIKi BiIIIOBiZalOTh 3a 3a3HaUeHMii Bimbip, a came: HakazoMm MO3 Ykpainu Bif
11.02.2016 p. N¢ 84 3aTBepskeHo [TomoxkeHHs 1po HallioHanbHMIE epeiik OCHOBHUX
JI3 Ta TTo/IoKeHHST PO eKCIIEePTHMIT KOMITeT 3 BimOOPy Ta BUKOPUCTAHHSI OCHOBHUX
JI3, a mHakasom MO3 Vkpainu Big 07.10.2016 p. N2 1050 3aTrBepmskeHo TlomokeHHS
Mpo 3AilicHeHHs Bim6opy JI3 s BHeceHHS 10 HallioHa/JbHOTrO meperikKy OCHOBHUX
JI3. Mogenb Binoopy oCHOBHMX JI3, IKY perylaMeHTYIOTh Bullle3a3HaueHi Hakasu MO3
VKpaiHu, 3acCHOBaHa Ha 3aCTOCYBaHHi CUCTeMM OL[iHKM MeOUUHUX TeXHOJIOri [33].

BogHouac HasiBHiCTh B YKpaiHi BM3HAUEHMX Pi3HMMU HOPMAaTMBHO-IIPAaBOBU-
MM aKTaMlM YMCIeHHUX mepenikiB (HalioHanbHMI Mepenik ocHOBHUX JI3; meperik
Ta HOMeHK/atypa JI3 i MmeguuHMx BUPOGIB, 1O 3aKYIIOBYIOThCS CITelliaai30BaHUMMU
opraHisarismu; repesik JI3, ki migasaraoTs peiMOypcaliii 3a MporpaMo MeIuIHUX
rapaHTiii TOIIO) He a€ MOXX/IMBOCTI CTBOPUTU €AVMHUIA TO3UTUBHMIL TTepertik JI3, sKi
3aKYITOBYIOThCS 260 peiMOypCyIOThCs 3a PaxXyHOK OIOIKeTHMX KOWITiB. Tak Ha ChO-
rogHi B Ykpaini GopMyroThes Taki mepestiku JI3, 3aKyTiBiis abo BiIITKOLyBaHHS Bap-
TOCTi SIKMX 320€3IMeuyI0ThCS 38 PaXyHOK OIOKETHUX KOIITIB:

1) HamioHanbHMI Tiepenik ocHOBHMX JI3, 3aTBepmkeHnii mocTaHoBo KMV Bif
25 6epesns 2009 p. N2 333 «JlesKi MUTaHHS AEP’KaBHOTO PEry/Tl0BaHHS LIiH Ha JTikap-
CbKi 3ac06M i BUpOOY MeIMYHOTO MPU3HAYEHHS».

3 1 BepecHs 2017 p. JI3, 110 B yCTaHOBJIEHOMY 3aKOHOM TOPSIIKY 3apeecTpoBaHi
B YKpaiHi Ta BK/IoYeHi 70 HallioHaabHOTO mepeiky OCHOBHUX JI3, MiaJisaraioTh 3a-
KYIIiBJIi 3aK/JIaJaMM i yCTaHOBAMM OXOPOHM 3[I0POB’S, IO MOBHICTIO ab0 YaCcTKOBO
(diHaHCYIOThCS 3 IepsKaBHOTO Ta MiCI[€BUX OIOIKETiB.

Harmionanbauit mepenik GopmyeTbesi EKCIepTHMM KOMIiTETOM BiATIOBiIHO 1O
IMonoskeHHS PO 37ilicHeHHS Bimbopy JI3 mjis BHeceHHs 10 HallioHaIbHOTO TTepetiky
ocHOBHUX JI3, 3aTBepaskeHoro HakazoM MO3 Vkpainu Big 07.10.2016 N2 1050 (y pe-
nmaxirii Hakazy MO3 Vkpaian Bim 01.08.2017 N2 885);

2) epenik JI3 Ta MeguIHUX BUPOOIB, SIKi 3aKYIMOBYIOTHCSI HA TACTaBi yrox (Ho-
rOBOPiB) MIOMO 3aKyIliBdi i3 creliaji3oBaHMMUM OpraHis3aiisiMu, sIKi 3[i/iCHIOIOTb
3aKYIIiBJIi 3@ HANPSMaMyM BMKOPUCTAHHS OIOIKETHMX KOILITIB 32 OFOIKETHOIO MPO-
rpamoro 2301400 «3abe3reueHHs MeIVMUHMX 3aX0fiB OKpeMMX AepskKaBHMX IIPOTrpam
Ta KOMITJIEKCHMX 3aXO/IiB IPOTPaMHOTr0 XapakTepy» (3i 3MiHaMM Ta AOITOBHEHHSIMMN),
3aTBepkeHMit moctaHoBowo KMV Big 23 cepras 2016 p. N2 557;

Ha BuKoHaHHS Buile3asHaueHoi rmoctaHoByu KMY Big 23 ceprasa 2016 p. N2 557
MO3 VYkpaiHu 1IOpOKY 3aTBEepAKyeE CBOiM HakKa30M HOMEHKIATypy JI3 Ta megud-
HUX BUPOOIB, SIKi 3aKyIOBYIOTbCS Ha ITiCTaBi yrof (JOrOBOPiB) IOA0 3aKYITiBIi i3
crielfia/i3oBaHMMM OpTaHi3allisiMu, Ki 3[iJiICHIOIOTh 3aKYIiB/i 3a HanpsIMaMy BU-
KOpUCTaHHS 610mKkeTHMX KOMmTiB y 2016 poti 3a 6iomKkeTHOIO mTporpamoro 2301400
«3abe3nevyeHHs MEUYHUX 3aXO0/liB OKPeMUX JIepKaBHUX MTPOTpaM Ta KOMIUIEKCHUX
3axO0[iB IIPOrpaMHOTro XapakTepy» (HoMeHK/IaTypa Ha 2019 pik 3aTBep/skeHa HaKa-
3o0M MO3 Ykpaium Big 29.12.2018 p. N2 2499).

ISSN 1727-6667. Teopis Ta NpakTUKa Aep>KaBHOro ynpasniHHa 2 (75) / 2022 49



Zhyvylo I. National policy of Ukraine
on Rare (Orphan) Diseases

Bin6ip JI3 Ta MeguuHuX BUPOGIB OO0 HOMEHKIATYPH 3M4iMiCHIOEThCS TIOCTiiiHOIO
pobouoto rpymoo MO3 Ykpainu 3 muTaHb MpodiJibHOrO CyImpoBOIY JepskaBHUX 3a-
KyIIiBeJIb 3a y4acTIO TPYIT eKCIePTiB Ta (axiBIliB, IO 3ay4ar0Thcsl 10 poboru ITo-
cTitfiHoi po6ouoi rpymu (Hakasm MO3 VYkpainu Big 17 ciuns 2017 poky N2 32 «IIpo
3aTBepykeHHS MonoxkeHHs 1po [locTiitHy pobouy rpymy MO3 Vkpainu 3 nuTaHb
podiIbHOIO CYIPOBOIY AePsKaBHMX 3aKyITiBesb», Bim 02 6epesust 2017 poky N2 200
«ITpo 3aTBepmKkeHHSs ITOJIOKEHHST TTPO I'PYIM eKCITepTiB Ta (axiBIiB, 0 3ayYal0Th-
cs1 mo pobotu IMocriiiHO1 pobouoi rpyrmm MO3 Vkpaiuu 3 nuTadb npodiibHOTO Cy-
MPOBOAY JeP>KaBHNUX 3aKYITiBEb»);

3) Ilepenik Mi>kHapOOHMX HeMaTeHTOBaHMX Ha3B JI3, IKi peiMOypcyIOThCS yepes
HC3YV, cpopmoBanmii BignosigHo o nmocranosy KMV Big 17 6epesus 2017 p. N2 152
«[TIpo 3a6e3reveHHs JOCTYITHOCTI JIiIKapChKMUX 3aC00iB»;

4) Ilepesnik TOproBeabHUX Ha3B MpelapaTiB iHCYIiHY, BAPTiCTh SKUX BiIIKOIO0-
BYETBHCSI 3@ PaXyYHOK OIOKETHMX KOMITiB, chopMOBaHMIT BiAIIOBiZHO MO ITOCTaHOB
KMY Bin 5 6epesnst 2014 p. N2 73, Big 23 6epesus 2016 p. N2 239 ta Hakazy MO3
Vkpainu Big 13 kBiTHS 2016 p. N2 359.

Taxa KiJbKiCTb TiepesikiB MpU3BOAUTH J0:

— BiICYTHOCTi €OMHOI CUCTEMM, €EAMHOrO ITAXOMY IO KpUTepiiB momo Gopmy-
BaHHS MePeJIiKiB Ta MOCIiMOBHOCTI Aiii 1070 Bigbopy JI3 Ta MpUitHATTS pillleHb PO
BiIIIKOAYBaHHS a60 3aKyIiBio JI3;

— IyOIrOBaHHS TIepesTiKiB Ta BiMOBimaIbHMX 3a iX POpMYBaHHS CTPYKTYD;

— Hee(eKTUBHOTO BUKOPUCTAHHS OIO/IKeTHUX KOIITiB, OCKiIbKY JI3 3 omHAKO-
BUMM Mi>KHAPOAHMMM HeMaTeHTOBaHMMM Ha3BaMy BKIIIOUAIOTHCS 4O Pi3HUX Iepe-
JIiKiB i omHOYaCHO (hiHAHCYIOTHCS 3 JeP>KaBHOIO Ta MiCIIEBUX OIOIKETiB.

Heysromkenwnit minxig o hbopMyBaHHS TEPETiKiB YHEMOXKIIMBIIIOE e(heKTUBHE
BIIPOBAKEHHS OI[iHKY MeIUIHUX TEXHOJIOTI SIK TPO30POro iHCTPYMEHTY, SIKMii Ha-
Jla€ BUCHOBKM JJIT OOIPYHTOBAHMX PillleHb MPO BiJIIKOAYBAHHS Ta 3aKyIIiBIIIO 0-
poroBapricHux JI3 B yMoBaxX 06MesKeHOro OI0/IKeTYBaHHS, a TAKOXK CTa€ 6ap’e€poM Ha
IJISIXY TIOKpallleHHS AOCTYITY 0 iHHOBAIlilfHMX JOPOrOBapTiCHUX METO/IiB JIiKyBaH-
HsI 1J1s TIanieHTiB 3 O3.

[MousiTTs «AOporo BapricHoro» JI3 (auri. high-cost medicines) He Bu3HaueHO B
Mi>)KHapOJHOMY acIleKTi. Ajie B IIMPOKOMY PO3YMiHHi Ta 3a KOHIIEMIIi€l0 0ro 3a-
CTOCYBaHHSI B Mi’KHapOJHUX TEXHIUHMX MOKIaAax y chepi OXOpPOHU 340POB’S IO
nIoporoBapTicHUX JI3 MoskHa BimHecTu JI3, BapTiCTh PiYHOTO JIiKyBaHHS SIKUM Iie-
peBuirye 10 T. €eBpO Ha OJHOTO Malli€HTa IO 3aKyIiBeJbHMM I[iHaM Ta 3a paxyHOK
Or0IKeTHUX KOLITIiB [34].

BigcyTHiCTh €aMHOrO nepesiky NpiopuTeTHUX HO30JIO0TiN i CTaHiB, y TOMY UMCIi i
03, sIKi MOBUHHI (piHAHCYBaTMCS 38 PAXyHOK OIOKETHMX KOIITIiB, TAKOX YCKIaTHIOE
mpotec Bigmbopy JI3 .

3a3HaueHi Buile (GaKTOPM He JO3BOJSIIOTh 3aCTOCOBYBATHM CyJacHi iHCTPYMEHTH
IJISI IPUIHSITTS pillleHb MTPO BiAIIKOAYBAHHS BAPTOCTI i 3aKyMiBJII0 JOPOrOBapTiCHUX
JI3, mo SIKuX BimHOCSAThCS GinbIricTs JI3 ajist nikyBanHst O3. BigcyTHicTh Takux Mexa-
Hi3MiB 0OMeXYye TOCTYII MaIieHTiB 3 O3 10 KUTTEBOHEOOXiTHMUX iM JI3.
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B YkpaiHi Ha cbOrofHi He BM3HAUYEHO Ta He 3aTBePAKeHO TpaHMYHI ITOKa3HUKU
BIUIMBY Ha OIOMIKET, He 3aTBEeP/KeHO TPAaHNYHI TOKA3HUKM €eKOHOMiUHO{ JOIiIbHOC-
Ti, He po3po6IIeHi Ta He 3aCTOCOBYIOThCS MexaHismu MEAs (yroau mpo moctyi JI3),
MpoIeaypy IIPSIMUX TTeperoBopiB 3 BUupobHukamu Ta MCDA (My/lTbTUKPUTEPiaTbHMUIA
aHasi3 MPUIHATTS pillleHb). TaKoK He 3aTBepsKeHO UiTKUX KPUTepiiB Ta iHCTpY-
MEHTIB JIJIsl TPUITHSTTS pillleHb LO/I0 MPiOPUTETHOCTI 3aXBOPIOBAaHb Ta CTaHiB.

Lle MpuU3BOAUTH IO TOTO, IO IPUIHSITTS pillieHb MO0 Aep>KaBHOTO (piHaHCYyBaH-
Hs O3 BiiOyBa€eThCs 3a CyO’€KTMBHMMY KPUTEPiSIMU, YACTMHY Op(aHHMX HO30I0Tili
BKJTIOUEHO JI0 HalliOHAIBbHUX MPOTPaM, a iHIII 3aauIaTbcs mo3a Humu [11, 35].

B 6araTtbox po3BMHYTHMX KpaiHax cBiTy (Benkobpuranii, Kanami, Itamii, HimeuunHi,
Vropuiusi, [Tonpiri, Himepranmax) mjst IPUAHSITTS OOTPYHTOBAHMX PillleHb IOAO IIN-
TaHb 3abe3TevYeHHs] HaceleHHs JI3 BMKOPUCTOBYETbCS MYIbTUKPUTEPIaIbHMIT aHATi3
TIPUIAHSTTS pillileHb (KOMIUIEKCHMI aHATITUYHMI ITpo1iec, IKWi TO3BOJISIE TIPO30PO Bpa-
XOBYBaTH PSII KpUTEPIiiB, 30KpemMa IOIIMPEHiCTb, CMEPTHICTb i BasKKiCTh 3aXBOPIOBAHHSI;
piBeHb He3aI0BOJIEHOI ITOTpedy; COL[i0eKOHOMIUHI HACTIIKY; KTiHIYHY e(heKTUBHICTh
Ta 6e31eKy; eKOHOMIUHY AOIIbHICTD; BILIVB Ha GIOMIKET, Ta OL[iHIOBATH iX BiATIOBiTHO
IO iX BaXIMBOCTI). Lle M03BOMSIE BU3HAUUTICD i3 CTpaTeTi€lo IiKyBaHHS Ta BCTAHOBUTHU
piBeHb (piHAHCOBOTO TATAPS, IKMIA HE TIOBMHEH TIepeK/IafaTyCs Ha MarfieHTa [3].

3acTOCYyBaHHSI HABENEHOTO aHaJli3y TaKOX PEKOMEHA0BAaHO KePiBHMMU PeKO-
MeHAalisiMy MiskHapOIHOTO TOBapMCTBa (hapMakKoeKOHOMiUuHMX qoctimkeHb ISPOR
Ta JIOHIOHCHKOIO LIKOIOI0 €KOHOMiKM i momiTuyHux Hayk LSE [12, 13, 14]. B YkpaiHi
Ha piBHi 3aKOHO/IABCTBA TaKMii MeXaHi3M OIiHKM pillleHb BifCyTHili.

Kpim Toro, crig 3a3HaunTy, 10 BU3HAHUM (pakToM € Te, 1m0 JI3 mIst JiKyBaHHS
03 He € eKOHOMIUHO AOLIbHMMM. 3 1M MOB’sI3aHa CKIaAHICTb IIPUITHSITTS pillleHb
MPO BiAIIKOAYyBaHHSI BapTOCTi Lux JI3 i MparHeHHs 3allikaBJAeHUX CTOPiH 3HANTU
00’€KTVBHMI, CUCTEMATUYHUIA, ITPO30PUIL Ta TTOBTOPIOBAHMIA MiAXi 70 BUPilIeHHS
muTaHHs (iHAHCYBAaHHS HOBMX METO/IB JIiKyBaHHS maiieHTiB 3 O3. OmHMM i3 iH-
CTPYMEHTIB MPUIHSTTS pillleHb, SKM1 3aCTOCOBYEThCS Y BenmkobpuTanii, i Tex 6a-
3Y€ThCS HA pe3yabTaTax OLiHKM MeIUYHMX TEXHOJIOTiN 3 BUKOPUCTAaHHSIM MTOKa3HU-
KiB eKOHOMiUHO{ JIOI[i/TbHOCTi Ta BIUIMBY Ha OIOKET i e/leMeHTaMM MYyJIbTUKPUTEPi-
aJmbHOTO aHasisy, € meton Highly Specialised Technologies Programme (HST).

He nuBsiuMCh Ha BiJICYyTHICTh EKOHOMIUHO1 JIOII/IbHOCTI SIK TOJIOBHOTO KPUTEPit0
ripu Bimbopi JI3 mnst mikyBanHs O3, meton HST repeg6avae BUKOPUCTAHHS TTOKA3HU-
Ka eKHOMIUHOi JOIi/JIbHOCTi [IJIsI TIPUITHSITTS pillleHb MPO BiAIIKOAYyBaHHI BapTOCTi
JI3 gns nikyBanHsa O3.

Metop HST BukopucroBye iHgekc QALY (36epeskeHHS pOKiB JKUTTSI, CKOPUTOBA-
HMX 3a SIKiCTIO) SIK CITIOCi0 KiJIbKiCHO ITPOiIIOCTPYBATH Te, 110 HACITPaB/Ii Ma€ 3HAUeH-
HSI 17151 IALIiEHTIB (MOAAaTKOBA TepareBTUYHa KOPUCTb). TiIbKU y BUTTIA[IKY TOBeAeHO1
TeparneBTUYHOI KOPUCTi TeXHOJIOTil MPUITHATHI GibII BYCOKI ITOPOTOBi OKA3HUKA
€KOHOMIUHOI JOIJIBHOCTI i TEXHOJIOTiSI BM3HAETHCS €KOHOMIUHO JOILiIbHOIO.

3actocyBanHus metony HST sk iHcTpymeHTy Bim6opy JI3 ms nikyBanHs O3 fo-
3BOJIsIE BKItouaT JI3 o Tepestiky, BpaXOBYIOUM iXHIO IOBeIeHy TepaneBTUUHY KO-
pUCTh Ta e(eKTUBHICTD JIIKyBAHHS [JISI TTAIli€HTa SIK OOMH i3 OCHOBHMX KpPUTEPIiB
TIpU OlIiHIOBaHHi Takux JI3.
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[Tpo6nemy Bimbopy ocHOBHMX JI3 B YKpaiHi mys aikyBaHHS O3, a TAKOX IMPOTYK-
TiB CITEIiaJIbHOTO JIIKYBaJIbHOTO XapuyBaHHS IMepe10avyaeThCs PO3B’I3aTH IIIJISTXOM:

— TapMOHi3allis crpaTerii 3acrocyBaHHs i ¢iHaHcyBaHHsS HamionanbHOTrO ITe-
peniky SK €AMHOTO MO3UTUBHOIO TepesiKy BiMOBiJHO [0 KpaluxX MiKHapOLHUX
MpakTUK. Y Takux KpaiHax CBiTy K PymyHisi, Uexist, Benbris, ®paniiis, EcToHis Ha-
LioHa/IbHMI ITepertik BKitouae JI3 mjist rikyBanHs O3;

- (opmMyBaHHSI TTO3UTUBHOTO TEPeTiKy BMPOOiB MeAVMYHOrO MPU3HAYEHHS Ta
CTIelliaJIbHOTO JIiKyBaJIbHOTO XapuyBaHHS;

— yIOCKOHAaJIeHHS 3aKOHOHABCTBA IoA0 GpopmyBaHHS Ta diHaHcyBaHHs Hatlio-
HaJIbHOTO TIepesTiKy SIK €EAMHOTO MTO3UTUBHOTO Mepeiky JI3;

— po3po6Ka MOPSAKY IMPUITHATTS pillleHb 00 BKIOUeHHs JI3 s JiKyBaHHS
03 no HailioHa/IbHOTO TIepeJtiky i3 3aCTOCYBaHHSIM MYJAbTUKPUTEPiaIbHOTO aHATi3Yy,
TeperoBOpHOI MpolLieAypy Ta JOTOBOPIB IIPO AOCTYII HA PUHOK;

— 3aTBep[AKeHHS TaKOro MOPsSIKY Ha 3aKOHOAABUOMY PiBHi 3 ypaxyBaHHSIM ic-
HYIOUOT'0 TEXHIYHOTO Ta KaJpoOBOro MOTeHIliany;

— 3aTBep/KeHHS Ha 3aKOHOAABUOMY PiBHI BUKOPUCTAHHSI MYIbTUKPUTEPiaIb-
HOTO aHaji3y /sl BU3HAUeHHs MPiOpUTETHUX 3aXBOPIOBAHb Ta CTaHIB cepeq SIKMUX
pinKi XBOpOOM Ta MaTOMOriYHi CTaHM, SIKi iX CYITPOBOIKYIOTb;

— perynsipHe OHOBJeHHs1 HallioHa/IbHOTO TiepeniKy 3a MPUHITUIIAMM TTPO30POC-
Ti Ta BiIKPUTOCTI mporiecy Bimbopy i3 3aCTOCYBAHHSIM METOAIB OI[iHKM MEINYHUX
TEeXHOJIOTii i iHcTpyMeHTiB mpuitHATTS pinteHb (MCDA Ta MEA) 3 ypaxyBaHHSIM TOTO
daxry, mo JI3 nys rikyBaHHS O3 He € eKOHOMIYHO IOITbHUMM [9];

— po3pob6Ka MexaHi3MiB (popMyBaHHS Ta (PiHAHCYBAaHHS MTO3UTUBHOIO IE€PETiKy
MeIVYHUX BUPOOIB Ta MPOMYKTIB CHEIiaIbHOTO JiKyBaJbHOIO XapuyBaHHS IMaIli€H-
TiB 3 O3, 1110 3aKYIIOBYIOTHCS 3a OIOIKETHI KOIITH;

— (opMyBaHHS Tepesiky MeIUYHNX BMUPOOIB i MPOAYKTIB CIEIiaTbHOTO JIiKY-
BAJIbHOT'O XapuyBaHHS 3 YpaxXyBaHHSIM ITOTpe6 perioHiB YKpaiHu.

VI. 3a6e3neueHHsI JOCTYITHOCTiI MPOAYKTIB CHEIia/IbHOTO JIiKyBaJIbHOTO
XapuyBaHHS, JIiKaPChbKMUX 3aC00iB Ta MeIUIHMX BUPOOGIB M1 HaJaHHS MeIn4-
HOi JonoMoru (JIikyBaHHsI) nmauieHTam iz 03.

Oco6nugicTio JI3 mjis nikyBaHHS O3, cIleliaJibHOIO JiKyBaJbHOIO XapuyBaHHS,
1110 BUKOPUCTOBYETHCS [IJis likyBaHHS O3, € iXHS HaJ3BMUaliHO BMCOKA BapTiCTh Y
MOPiBHSIHHI 3 iHImMMM JI3, MeAUUHUMU BUPOOAMMU, IO CIIPUUMHEHO PO3IIOAIIOM
BapTOCTi Ha JOCUTb HE3HAUHY KiJIbKicTh mamieHTiB i3 O3. Kpim Toro y cobiBaptoc-
Ti JI3 mas nikyBaHHs O3 MUTOMY Bary CKJIamaloTh BUTPATU Ha pO3POOKY Ta AOCTi-
JI>KeHHS Takux JI3, 110 TaKOXK BIJIMBAE HAa IXHIO BMCOKY BapTiCTh Ha PUHKY [3]. Ik
HaCIigoK, piHaHCOBa MOCTYIIHICTh MeAUMYHMUX BUPOOiB, JI3 mjs jikyBaHHs O3 Ta
CTeriaJIbHUX MPOAYKTIB XapuyBaHHS € BKpaii HU3bKOO JIJIS IIepeBakHOi 61/TbIIOCTi
maifieHTiB, gKi cTpakgaioTh Ha O3. CamocTiiiHe ix npuabaHHs manieHTamu i3 03
MPU3BOAUTH 10 HEMOMipHMX (piHaHCOBMX BUTPAT JOMOTOCIIOHAPCTB HA OXOPOHY
3popoB’ [1, 3].

V pesyibTaTi 3HAUYHA KiJTbKiCTh MallieHTiB i3 O3 mo36aByieHi MOKIMBOCTI OTPU-
MyBaTM HeoOXigHy iM MenuuHi moromMory (JTikyBaHHSI), Y TOMY uncti JI3 mjist miky-
BaHHs O3.
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Ha croromui mkepenamu st biHaHCYBaHHS 3aKyIiBsi JI3 myist mikyBanHst O3 BU-
CTYIIAIOTh, SIK IIPaBUJIO, NePsKaBHMIA Ta MiclleBi OI0IKeTM, Mi>KHapOIHI opraHisaiii,
IPOMAaJIChKi Ta 61arofiiiHi opraHisaliii, IpMBaTHI CLIOHCOPM.

KoskHilt kpaiHi mputamMaHHi ¢Boi rpouenypyu ¢GiHaHCOBOTO 3a0e3I1eYeHHSsI JOCTY-
1y marieHTiB g0 JI3 ays mikyBaHHs O3, IKi 3aCTOCOBYIOTHCS OKPEMO ab0 Y o€ IHAH-
Hi, cepesi HAMMOINPEHI UMM 3 IKUX €:

— BCTaHOBJEeHHS BifbHOI 1inu JI3 muig nikyBaHHs O3 (y CLIA, HimeuyunHi);

— TIpoOllelypy IepskaBHUX 3aKyriBesb JI3 ajist ikyBaHHs O3, y TOMY UKC/Ii uepe3
crieriajizoBaHi opraHisariiii;

— JepkaBHe peryatoBaHHS 11iH Ha JI3 mns gikyBaHHs O3 (y [opryranii, Icranii, Ka-
Hazi Ta SroHi1), SIKi BKII0YaoTh ped)epeHTHe I[iHOYTBOPEHHS, SIKe, SIK ITPaBWIo, He TIPK-
3BOAUTD 0 3HVDKEHHS LiHM, 800 BCTAHOBJIEHHS IPAHMYHOTO PiBHS LIiHM i3 BpaXyBaHHSIM
BapTOCTi PO3pO6KYU Ta JOCTiIKeHHS opdaHHuX JI3 Ta BigCOTKY MPUOYTKY, IO iHKOMM
CTIIpUSi€ 3HMKEHHIO BapToCTi Takux JI3 Ha 40% y OPiBHSIHHI i3 BiIbHMMY 1iHAMU;

— JepskaBHUIT KOHTPOJIb 32 TPUOYTKOM (papMareBTUIHMX KOMITaHil (Y bebrii,
I'pewniii Ta ITanii);

— TpoLenypu MpsSMUX IeperoBopiB 3 BupobHuKamu JI3 mjis jpikyBaHHs O3 (y
TaiiBaHi, a TakoX OinbIocTi Kpain €C, y Tomy uncti Itanmii, Bennkobpuranii, ®paH-
uii, Himeuunni, ®inngunii, ITopryranii, Himepnanpmax, IlIBerii, benbrii, ManbTi, Ki-
pi, Icrianii, Ipnangii, Pymynii, CoBenii, XopBarii);

— mpouenypu peimbypcarnii (y Himeuunni, Tanii, Benuko6puraii, ITonbuii, Ic-
naxii, [Tanii, Benbrii, Hinepnangax, ®paniii, ABctpasnii, JlaTsii, PymyHii, JIuTsi, Ec-
ToHii, CnoBauumHi, Yexii, Xopsartii) [21, 36, 37, 38, 39, 40, 41, 46,].

ITpu 3acTocyBaHHi Mpouemypu peimbypcanii JI3 mig gikyBanHs O3 3a3HaveHi
KpaiHu 371e6iabIIoro 3aCTOCOBYIOTH OIIiIHKY MeIMUHMX TEXHOJIOTi, ika nepegbavae
aHai3 eKOHOMIYHOi e(eKTMBHOCTI, 3aCHOBAaHOI Ha TaKMX ITOKa3HMKAaX, SIK 30epe-
SKeHHSI POKiB KUTTsI, CKOpPUTOBAHMX 3a gKicTio (iHgekc QALY), Ta iHKpeMeHTaJIbHMUIT
nokasHuk edpekTuBHOCTI BUuTpatT (ICER) [42].

SK cBimunTh HOCBiA Kpain €C mpoienypy MpSIMUX EPETOBOPIB 3 BUPOOHUKAMM
JI3, SIK IMpaBWIO, MiCTSITh KOH(iAeHITiIiIHI YMOBM IIOAO I[iHM 3aKyIiBJIi. 3 YCiX KpaiH
nuie Itasist BigMoBwmIach Bi KoHDIIEHITiTHOT CKIa0BO1 TaKuX TeperoBopis. IliHa
JI3 BU3HAYAETHCS BUXOASUM i3 OLIiHKM 3HAUeHHS 1uX JI3 1715 MallieHTiB Ta CUCTeMU
OXOPOHM 3[IOPOB’S Ta aJalTyeTbCS Iif, MeIMUYHiI Ta eKOHOMiuHi IoTpebu OKpemoi
Kpainm [36, 37, 39, 43].

CBolo fieBicTh y 3MeHIIeHHi 1iH Ha opdanHi JI3, 110 Ccripusio 3MeHIeHHIO i-
HaHCOBOTO TSraps naiieHTiB i3 O3, TaKOX MOKa3aau MpoLeaypu MPSIMUX ITeperoBo-
piB i3 BUpOOHMKaMM 3a3HAYEHMX ITpernaparTiB Ha IiICTaBi CITiJIbHOTO JOTOBOPY ITPO
3aKkymiBii Benbrii, ABcTpii, HimepnaumiB Ta JllokceMOypry, a TaKOK aHaJIOTiYHOTO
noroBopy Mik Bonrapieio ta PymyHiero. OCHOBOW0O MPSIMMX TI€PEroBOpiB i3 BUPOO-
HMKaMM € TPU OCHOBHI IIPUHIIUAIIN: OLIiHKA BapTOCTi, KiJIbKiCTh MallieHTiB i3 O3, ki
OTPUMYIOTh JIIKyBaHHS, Ta MOCTiliHe 3a0e3IeueHHsT TOKA30BOCTi JIIKYBAaHHS ITiC/IsT
npoxomykeHHs JI3 gyist nikyBanHst O3 mpolieaypu peectpaiiii [44, 45, 46].

B VkpaiHi HaBemeHMiT BuUIlle Ti€BMiT MeXaHi3M IIPSIMUX IePEroBOpiB 3 BUPOOGHM-
KaMM 3aKOHO/IaBYO He Tlepei0aue i1 Ta, IK HaCTi0K, He peasi30BaHuit, 1110 YCKIIa]T -
HIOE 3aKyTiBJli iHO3eMHUX JoporoBapTicHux JI3 ajis aikyBanHs O3.
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BopuHouac 3a6e3rneueHHst HaceaeHHs JI3 Ta MigBUILeHHS PiBHS iX JOCTYITHOCTI €
HEeBiJ’€MHOIO CK/IaZI0BOIO IePsKaBHOI MOMITUKA Y chepi OXOPOHM 30POB’S, sIKa CIIPSI-
MOBaHa Ha CTBOPEHHS CUCTeMM, OPi€HTOBAHOI Ha MAalli€HTa, SIK 1ie BIPOBAaIKeHO y
PO3BMHYTUX €BPOMENChKUX AepskaBax ([IepkaBHa cTpaTerist peanisailii gepskaBHOI
MOMITUKY 3abe3meueHHs HacemeHHs JI3 Ha repiog go 2025 pokKy, 3aTBepykeHa Io-
craHoBolo Ka6inety MinicTpiB Ykpainu Big 5 rpymast 2018 p. N2 1022).

V narnienTiB i3 O3 HasIBHI IpobiemMy i3 JOCTYMIHICTIO JI3 3a/1eXKHO Bim mOTpeomu.
He 3Bakatoun Ha Te, 1m0 obcar ¢iHaHcyBaHHS B Ykpaini JI3 misa nikyBanast O3 mo
2020 poky cTaHOBUB 25% ycboro po3mipy BuaaTKiB JlepskaBHOTO O0keTy YKpaiHu
Ha 3akymiBio JI3, morpeba mamieHTiB i3 O3 3a6e3meuyBasach juiie Ha 50 %. 3okpe-
Ma, ManieHTn i3 remodinieio 3myireHi 6yau gianTi 1060By mo3y JI3 Ha 2-3 pasnu.

[Tpobnemy 3abe3rneyeHHsT JOCTymHOCTI JI3 miisa nikyBaHHS O3 mepenb6adaeThest
pO3B’SI3aTH HIJISIXOM:

— 3amIpOBaKEHHST MPOIeyPU MPSIMUX TIEPETOBOPIB 3 BUPOOHUKOM JJISI 3aKy-
miBsi JI3 gist nikyBanHsa O3;

— 3amIpoOBa/PKEHHS SIK BUHSATOK MMpyU3HaYeHHs JI3 1Mo3a MexkaMu iHCTPYKITii mis
MeIMYHOTO 3aCTOCYBAaHHS 3a BiflCyTHOCTI B YKpaiHi HeoOXimuux JI3 mIst MikyBaHHS
namieHTis i3 03;

— BU3HAUYEHHS IMMOPSAKY IMPUMHSITTS pillleHb IIpo Bimbip mo HamioHanbpHOrO I1e-
peniky JI3 njisg nikyBaHHs O3;

— CTBOPEHHS JOAATKOBMX TapaHTil IMMOXKXUTTEBOI AepskKaBHOI MMATPUMKM B cdepi
MeINYHOI TOTIOMOTIM JIJISI TiTel-CUpiT, ki cTpaskaaioTh Ha O3.

VII. HanesxHe diHaHCYBaHHS CHCTeMM 3a0e3MeueHHs nalieHTiB i3 03 xikap-
CBKMMM 3aC00aMM Ta MPOAYKTAMM CIIEI[ia/IbHOTO JIiKyBaJIbHOTO XapUyBaHHS.

HaionanbHa momituka y cdepi iHaHcyBaHHS cucTeMy 3abe3eyeHHsT TpoMa-
nstH i3 O3 JI3 moBMHHA OyTM CIIpSIMOBaHAa Ha 3MeHIIeHHS (hiHaHCOBOTO TATaps Ha Ta-
KX TPOMAa/ISIH, CTBOPeHHS Ta GYHKITIOHYBaHHS e()eKTMBHOTO MeXaHi3My Bioopy Ta
MOIATBIIOTO (hiHAHCYBAHHS TaKUX BUTPAT, [0 CIIPUSATUME MiABUIIEHHIO (DiHAHCOBOT
moctyrHocTi JI3 ais aikyBaHHs O3.

BimcyTHicTh MexaHi3My, YiTKMX KpUTEPiiB Ta iHCTPyMEHTIB AJ1s1 GOpMyBaHHS Ta
MIPUITHATTS pillleHb MOA0 MPiOPUTETHOCTI 3aXBOPIOBAHb Ta CTAHIB Ta, SIK HACTIAOK,
3akymiBii JI3 ayst mikyBaHHS O3, B yMOBax o6mMexkeHOTo (piHaHCYBaHHS, PO3Mip SIKO-
'O IIOPOKY 3MiHIOEThCS, HE TO3BOJISIE 3a0€3MeUNTH ITOCTiHMIT EKOHOMIUHO ITPOTHO-
30BaHMI IOCTYT NalieHTiB i3 O3 70 HeobXimHux im JI3.

Ha cporogni yacTkoBe (diHaHCYBaHHSI MeIMKaMEHTO3HOTO 3abe3IedyeHHs Ta-
uieHTiB 3 O3 nepembaueHe B 3arajibHiii OmKkeTHil nporpami 3a KITKBK 2301400
«3abe3mneueHHS] MeIMYHMX 3aXO0/liB OKpEMUX AePsKaBHUX MPOrpamM Ta KOMIUIEKCHUX
3aXO0/IiB MPOIPaMHOI'0 XapaKTepy», TOJIOBHUM PO3TIOPSIAHMKOM siKoi € MO3 YkpaiHu,
3a HaMpsIMOM «3aKyTiBss JI3, MeguuHux BUPOOiB, iHIIMX TOBAPIB i MOCTYT» Y YaCTU-
Hi «3aKyITiB/IsI MeAVMKAMEHTIB JIJIT TPOMaJIsiH, SIK CTPakIaroTh Ha opdaHHi MeTabo-
JIiuHi 3aXBOPIOBaHHS». 30KpeMa, i3 275 e Ha 16 Ho3osoriit y 2019 potii BuaiieHo
IepkaBHe (iHAHCYBaHHS )11 HATAHHS MeIVMYHOI JOTIOMOTM TAIieHTaM i3 TaKMMU
03. 3rigHo 3 macropToM GI0IKETHOI IporpaMu «3abesrnevueHHs MeIUUHNUX 3aX0fiB
OKpeMUX JIepskaBHUX ITPorpaM Ta KOMITIEKCHUX 3aXO[iB ITPOTPAMHOTO XapaKTepy»

54 ISSN 1727-6667. Theory and Practice of Public Administration 2 (75) / 2022



XKususno I. O. HauioHanbHa nonituka YkpaiHu
3 MUTaHb PiAKiCHUX (OpPaHHMX) 3aXBOPIOBaHb

Ha 2019 pik, 3aTBepmkeHoro HakazoMm MO3 Ykpaiuu Big 11 6epesns 2019 p. N2 552,
O10KeTHI KOLITY Y Ha3BaHOMY DOIli CIIPSIMOBYBa/IMCh Ha (iHaHCYBaHHS Takux O3:
MYKOBiCLII03Y, IEPBMHHMUX (BPOMKeHMX) iMyHomedinuTiB, xBopoby loiile, deHin-
KeTOHYPil0, BPO/KEHOTO TilMoTUpPeo3y, afpeHOoreHiTaJIbHOTO CUMHAPOMY, MYKOIIOMi-
caxapumosy, JereHeBoi apTepiasbHOI rimepreHsii, 6yIbO3HOIO emigepMoIisy, reMo-
dinito TuniB A abo B, xBopoOy Bimiebpanma, opdaHHUX METaObOTIYHMX 3aXBOPIO-
BaHb, PE3MCTEHTHOI (OpMM I0BEHIaTbHOTO PEBMATOITHOTO apTPUTY, idiomaTMUHOI
ciMeltHO1 IMCTOHII, CITacTUYHOI KPUBOIINI, iTiONaTUUHOI POTO-IMUIIEBOI IMCTOHI].

V 2020 pori 610mKeT IepskaBHUX 3aKyITiBesb JI3, MpOAYKTIiB CIleriaJibHOTO Xap-
YyBaHHS Ta MeIMUYHUX BUPOGIB 36imbImBest — Ha 1,5 muipg rpH. Ilepen6avanocs 8,1
MJIp, Ha 3aKymiBji. [Ijs mopiBHAHHS — y 2019 porii Ha 3aKyIiBii 6y10 nepegb6avyeHo
6,6 MJIp[ TPH. A y TioniepenHi ABa poku nocriib — 2017, 2018 — Ha 3akymiso JI3 Ta
MeIUYHMX BUPOOIB BUIIISIOCS 3 NePsKOIIKETY 10 5,9 MIpH, IPH Ha PiK.

Cepen mporpam, 3a IKMMM 3[Ti/iICHIOIOTLCS 3aKyMiBJIi, — i TikyBaHHS P(0)3.

IMepem6avaeThCs, IO 3aKyIMiBJIi JIiKiB MPOJOBXKYBATUMYTh 3[i/iCHIOBATU MiK-
HapopgHi opranizamnii (ITporpama po3Butky OOH (ITPOOH), Autsunii houn OOH
(IOHICE®), Crown Agents), a Takok ctBopeHe y 2018 pouri IOIT «MeauuHi 3aKyItiBiii
YKpainm».

dopMmyBaHHSI HOMEHKIATYpy JI3, MeIUUYHMX BMPOOIB Ta IMPOAYKTIB i€ TUIHOTO
XapuyyBaHHS JJIs 37i/iCHEHHS MyOIivyHMX 3aKyTiBesb s naiieHTiB 3 O3 Takoxk He
TTOBHOIO MipOI0 BiZIlTOBifae peaJbHUM ITOTpe6aM TaKMX Malli€HTiB.

B YkpaiHi TakoXX BifICyTHS SIKiCHA CYCTEMa MOHITOPMHTY Ta KOHTPOJIIO 32 06irom
KOIITiB IepsKaBHOTO Ta MiclieBUX GIOMKeTiB, pM3HAUEeHMX /I 3aKyIIiBJIi JI3, y TOMy
yuchi [Jist aikyBaHHs O3.

ITpo6nemy ¢diHaHCyBaHHS cucTeMy 3abesneveHHs naiieHTiB i3 O3 JI3 nepenba-
Ya€eThCSI PO3B’SI3aTH LIJISIXOM

— 3ampoBajKeHHS IIeHTPaTi30BaHOi ITPOLIeIyPY 3aKYITiBe/Ib 38 PaXyHOK OIOIKeT-
HMX KOIITIiB, Y TOMY UMCJTi 3@ PAXYHOK MiCIleBUX OIOIKETiB, JOPOTOBAPTiCHMX JI3 MIyist
JikyBaHHs O3 Ta MPOAYKTIB CHelliabHOTO JiKyBaJIbHOTO XapuyBaHHs. LleHTpasi3oBa-
Ha Mpoliefypa 3aKyIliBesib JOPOroBapTiCHUX TOBAPiB, sIka MPOBOAUTHCSI OGHMM 3aMOB-
HUKOM B cdepi 0OXOpOHM 3[I0POB’S, JO3BOINTH 3aCTOCOBYBAHHSI MPSIMUX TIEPETOBOPIB
Mi’K 3aMOBHMKOM Ta BUPOOHMKOM, YK/IaJaHHSI OTOBOPIB ITPO JOCTYIT Ha puHOK (MEA),
110 3a0€e3MeUnThb 3HMKEHHSI 3aKYITiBeJIbHUX ITiH, OCKiIbKM OCTaHHI €, SIK ITPaBUJIO, KOH-
dimeHIiTHMMY i He MOXKYTb AisITV B yMOBaX JIEIIeHTPaTi30BaHMX 3aKyITiBEJIb;

— CTBOPEHHS I0PUAMYHOI 0c0OM, YITOBHOBAKEHOI Ha 3/1iliICHEHHS [IeHTPaIi30Ba-
HMX 3aKyITiBeTb AOporoBapticHux JI3, MeguyHMx BUPOGiB, iHIIMX TOBApiB i MoCIyT
y cdepi 0XOpOHM 3[TOPOB’S 38 KOIITHU JI€P’KaBHOTO OIOMIKETY Ta MiCIIeBUX OIOIKeTiB
D71 BUKOHAHHS JIepskaBHUX Ta perioHaJIbHMX MporpaM, HampaBjieHMX Ha 3[ilicHeH-
HSI 3aX0[IiB 3 OXOPOHMU 310POB’S;

— CTBOPEHHS CUCTEMY MOHITOPMHTY Ta KOHTPOJTIO 32 06iromM KOIITiB JIep>kaBHO-
r0 Ta MiCIIeBUX OIOMKETiB, MpM3HAUEHMX AJIs1 3aKyITiBJIi JI3 myist mikyBaHHs O3;

— CTBOPEHHS MOJATKOBUX CTUMYJIIB [IJIS 3aCTOCYBaHHS 1103a010/KeTHOTO (hiHaH-
CYBaHHS IIUITXOM: BiTHECEHHSI BUTPAT IOPUANYHMX OCi0, TTOB’I3aHMX i3 JOTIOMOTOI0
Ha JIIKyBaHHS TaIieHTiB i3 O3, Ha BaJOBi BUTpATV BUPOOHUIITBA Ta 06iTy, a TAKOXK
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3Bi/IbHEHHSI TAKMX MAIi€HTIB Bifl TOJATKY Ha moxoayu Gi3sMuHMuX 0cib mpy OTpuMaHHI
Bi/ITIOBiIHOI AOTIOMOTY Ha JIikyBaHHS Ta JI3;

— omTMMisallis HasBHUX (GiHAHCOBMX PeCYPCiB IIJIIXOM 3aITPOBaKeHHS IIpolie-
IypU MPSIMMUX TIEPETOBOPIiB 3 BUPOOHMKOM, SIKa MaTHMe HACTiIKOM 3a0e3IeyeHHs
JI3 6inbIIoi KiTbKOCTI MallieHTiB B yMOBaX 0OMeKeHUX pecypCiB.

VIII. YIoCKOHA/IEHHSI CMCTEeMM MOCTAaYaHHS JiKapChbKUX 3aC00iB OJ1s JIiKy-
BanHsa 03.

B Vkpaini BifCcyTHS sIKiCHa cuCTeMa MOHITOPMHTY Ta KOHTPOJIIO 32 PO3IOAIIOM
JI3 nyist mikyBauHs 03, iX 00/IiKOM y Aep>kaBHMX Ta KOMYHAJIbHMX 3aK/IaaX OXOPOHU
3mopoB’st. Kpim Toro, BigcyTHili MexaHi3M KOHTPOJIIO 3a 06iroM JI3, siki BBO3SITHCSI B
VYKpaiHy Sk TyMaHiTapHa gomnoMora. [TomyupeHuM € BUMAAKM BBe3eHHS HeSKiCHUX
He3apeecTpoBaHux JI3 myis nikyBaHHs1 O3 Ha TepuTOpito YKpaiHu.

[Tpo6aemyy chepi moctauanns JI3 s aikyBanHs O3 repem6ayaeThbCst pO3B’I3aTU
IJISTXOM

— CTBOpEeHHS Ta (YHKIIOHYBAaHHSI €JIEKTPOHHOI CHCTeMMU OOJIIKY 3aauiIKiB JI3
Iuist jiikyBaHHs1 O3 i3 BUKOPUCTaHHSIM AAaHUX i3 IepskaBHOTO PeECTPy TPOMA/ISIH, SIKi
cTpaxpaioTb Ha O3;

— 3amIpoBa/KeHHST MexXaHi3My KOHTPOJIIO 3a 06irom JI3, siki BBO3SITbCS B YKpaiHy
SIK TyMaHiTapHa A0IOMOra;

— 3ampoBaykKeHHSI MeXaHi3My KOHTPOJIO SIKOCTi He3apeecTpoBaHuX JI3 Ajist Ji-
KyBaHHS O3, 1110 BBO3SIThCS B YKpaiHYy.

IX. VoockoHa/ieHHS Jep;KaBHOTO PEry/Il0BaHHS Ta 3a0e3meuyeHHs SKOCTi JIi-
KapCchbKMX 3ac06iB 1/ia JikyBaHusa 03.

Iep>kaBHe peryimoBaHHs 06iry JI3 mys1 tikyBaHHS O3 IMOBMHHO 3/i/iICHIOBATHUCS Ha
ycix eTamax Takoro o6iry (Bil BUTOTOBIEHHS OO0 MeOMUYHOIO 3aCTOCYBAaHHS) Ha Iif-
CTaBi HOPMATMBHO-TIPABOBMX aKTiB, MPUIHITUX Y BiAMIOBIAHOCTI O MikHapOOHOI
MPaKTUKU, 3[i/iICHEHHS KOHTPOJIIO 3a iX BUKOHAHHSIM yciMa yuyacHMKaMM IIpo1iecy.

UnHHA cMcTeMa AepsKaBHOTO peryoBaHHs y cdepi o6iry JI3 ms jmikyBanHs O3
moTpebye yoOoCKOHAJIEeHHs IIJIIXOM rapMOHi3allii 3aKoHoJaBcTBa YKpaiHu i3 3aKo-
HomaBCcTBOM €C, a TaKOX CITPOINEHHS MPoLenyp ISl 306iIbIIeHHS] JOCTYITHOCTI JI3
nanieHtam i3 O3. 30Kkpema, JOIJIbHUM € 3alpOBAaI)KeHHS B YKpaiHi mpoleaypu aB-
TOMAaTUYHOTO BM3HAHHS cepTU(}iKaTiB HAMEXKHOI BUPOOHMYOI TTPAKTUKM, BUTAHUX
3a pe3yabTaTaMy iHCIEKTYBaHHSI YIIOBHOBAaKEHUMU PETYJISITOPHUMM OpraHaMy BU-
POOHMYMX HiTbHUIIL, PO3TANIOBAaHUX Ha TepuTopii CromyueHux IlltaTtiB AMepukn
(Oani — CHIA), HIBeituapii, dnowxii, ABcTpaitii, KaHagu, a Takox AepkaB — 4ieHiB €B-
poreiicbkoro Coro3y (dami — €C) [9].

Ha cphoromui B YKpaiHi crpoilleHa Ipolieaypa OepsKaBHOI peecTpallii MmoImplo-
€Tbcs Ha JI3, 3apeecTpoBaHi KomrieTeHTHUM opraHom CIIIA, IlIBeitiiapii, Smowii, AB-
crpanii, KaHagu, Ta 3a 1lieHTpali30BaHOI0 MPOolLieaypoio EBPOIeliCbKIM areHTCTBOM 3
JI3 (cT. 9 3akony Ykpainu «IIpo JI3»). BinnosigHo mo Iopsiaky AepskaBHOI peecTpailii
(nmepepeectpaiiii) JI3, saTBepmkeHoro nocraHoBow Kabinety MiHicTpiB Ykpainu Bif
26 TpaBHs 2005 p. N2 376, mepskaBHa peectpailisi JI3, 3apeecTpoBaHOr0 KOMIIETEHTHUM
opranom CIIA, IIBejiuiapii, drowii, ABcTpatii, KaHaau, 3a ieHTpali30BaHOIO ITpolie-
IIypOI0 KOMITIeTeHTHUM opraHoM €C [IJi 3aCTOCYBaHHS Ha TepUTOPii TaKUX KpaiH un
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IepskaB — wieHiB €C, 3AiliCHIOETbCS Ha MiJICTaBi 3asiBU Ta BUCHOBKY LleHTpYy, cKiame-
HOTO 3a pe3y/bTaTaMu ITpoBefeHHs Y Bu3HaueHOMY MO3 YKpaiHu MopsiiKy po3risigy
IofaHux Mo 3asiBM martepianiB. CripollleHa mpoieaypa AepsKaBHOI peecTpallii repen-
6aueHa TaKOX 11 JI3, 110 3aKyITOBYIOTHCS CHeliali30BaHMMM OpraHi3arlisiMu, BU3Ha-
YeHVMM BiAMOBigHO 10 3akoHy Ykpainu «IIpo my6utiuHi 3aKyTIiBTi».

TakoX Ha MUTHY Te€pPUTOPil0 YKpaiHU MOXKYTbh BBO3UTUCS He3apeecTpoBaHi JI3
s nikyBaHHs O3 3a pimeHHsIM MO3 Vkpainn. Lle monoskeHHS CTOCY€eThCs niie JI3,
PO3pO06IeHNX BUKITIOUHO IS JikyBaHHSI O3, sIKi B yCTaHOBJIEHOMY ITOPSIIKY JTOITY-
IIeHi 70 3acTocyBaHHs Ha TepuTtopii CIIIA a6o mepskaB — uieHiB €C, He3aJaeXKHO Bif
TOrO, UM 3aPeeCcTpoBaHi BOHM K JI3 komneTeHTHMMM opraHamu CIIIA a6o €C (ct. 17
3akoHy Ykpainu «IIpo JI3»).

BomHouac Ha BigmiHy Bim €C y 3akoHOAABUOMY Moji YKpaiHM BiICYTHE BU-
3HAUYEHHSI TepMiHy «opdanumit JI3», a TaKOK HeEMae KpuUTepiiB BimHeceHHs JI3 1o
opdaHHMX. 30KpeMa, Bu3HaUeHHST opdhaHHMX JI3, TOPSAI0K i KpuTepii BimHeceHHs JI3
o opdanHoro nepenbaueHo PermamenTom (EP) Bim 16 rpymgas 1999 p. N2 141/2000
moao opbanuux JI3 (mani — PermameHT oo opdanuux JI3) [47].

PernamenToMm momo opdanaux JI3 BCTaHOBJIEHO, IO peecTparis opdaHHux JI3,
SIKi BiZIMIOBiIal0OTh BCTAHOBJIEHUM KPUTEPisIM, MOBMHHA 3[iliCHIOBATMCS Ha MiaCcTaBi
PermamenTty EEC N2 2309/93, TO6TO 3a IIeHTPaTi30BAHOIO MPOIeAYpoIo [48].

JI3 ps nikyBaHHS O3 € SKUTTEBO HEOOXiTHMMM /IS MTalli€EHTiB, MalOTh PsIJ, O3HAK,
SIKi, SIK TIpaBUJIO, He MpUTaMaHHi pemrTi JI3, OCKiJIbKM BOHM PO3POGIISIOTHCS/BUTO-
TOBJISIIOTHCSI/TIOCTABJISIOTHCS OJIS He3HAUHOI KiJIbKOCTi 0cib.

Tomy s 3ab6e3meyeHHs] CTUMY/TIOBAHHS BBeIeHHS Ha dhapMaleBTUYHUI pu-
HOK Ta nmocTaBku JI3 mjist mikyBaHHsI O3, a TAKOK MOXXJIMBOCTI JOCTYITY 0 HUX Talli-
€HTiB, JI3 nys mikyBanHs O3 mOTpeOyIOTh CIIeIiaTbHOTO IeP>KaBHOTO Pery/Ii0BaHHS
Ha piBHi 3aKOHY.

Tax y CBIiTOBIii MPaKTHIIi 10 OCHOBHUX CTUMYJIIOIOUMX 3aX0/iB (hapMalleBTUIHO-
ro puHKy JI3 nns nikyBaHHs O3, 30KkpeMa, HaJleXXaTh:

— 6e3KOIITOBHA KOHCY/IbTaTMBHA JOIIOMOra JJis PO3PO6KM IMPOTOKOJIIB KIIiHiu-
HMX BUITpoOyBaHb opdanHmx JI3 (111 BUpOOHUKIB ycix KpaiH-wieHiB €C Ha migcTaBi
PernamenTy 1iomo opdanuux JI3, a Takox Aj1st BUpoOoHuKiB y CIIIA);

— cucTeMa 3MeHIIeHHS PO3MipiB ab0 ITOBHOTO 3BiTbHEHHS Bifl CIIaTH 360piB Ha
Mpolenypu, TTOB’s13aHi i3 JepskaBHOIO peecTpailii€to JI3 myist mikyBaHHs O3:

— 3MeHIIeHHSI po3MipiB abo IMOBHOTO 3BiJbHEHHS Bif criaTy 360piB Ha Jep-
>KaBHY peecTpallilo, BHeCeHHS 3MiH [0 MaTepialiB peecTpaliifiHoro J0Che, iHCIIeKIlil,
IIOpiYHi 360pY MIPOTSATOM TIEPIIIOTO POKY ITic/Is JepykaBHOI peecTpallii opbanHux JI3
IJ1S1 BUPOOHMKIB ycix Kpain-uieniB €C Ha migcTaBi PernmaMeHTy om0 opbanHux J13;

— 3MeHIIeHHS PO3MipiB Ha JepyKaBHY peecTpallito opdaHHux JI3 1151 BUpoOoHU-
kiBy CIIIA [49, 50, 51, 52].

3 MOMEeHTY 3ampoBaaKkeHHs B EC CTMMY/IIOI0UMX 3aX0/IiB Ha Ti/icTaBi PermameH-
Ty moao opdanaMx JI3 KibKicTh JocTyHMX MarienTaMm i3 O3 opdannux JI3 3pocia
i3 8 1o 164 craHoM Ha mmouaTok 2019 poKy, a KibKiCTb IMTOAAHUX 3asIB HA BiJJHECEHHS
JI3 mo opdanumx 3pocia i3 548 Ha mouatky 2000-x pokiB go 1151 y mepion 3 2010-
2015 pokiB [53].
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[Tpo6eMy AepskaBHOTO Pery/IBaHHs Ta 3a0e3meueHHs SIKOCTi JI3 AJIs TikyBaHHS
03 nepenb6avaeThbcs po3B’si3aTu muisxom [10]:

— TpuitHSITTS 3aKoHY YKpainu «IIpo opdaHHi 3aXBOPIOBAaHHS» i3 BU3HAYEHHSIM
TepMmiHy «opdaHHMit JI3», a TAKOXK KpUTepiiB BigHeceHHs JI3 mo opdaHHMX, 3a1IpO-
BaJI;KeHHS CTUMYJTIOI0UMX 3aX0/IiB /151 AepkaBHOI peectpaliii JI3 msist mikyBaHHs O3;

— aBTOMAaTMYHOTO BM3HAHHSA B YKpaiHi cepTudikaTiB HajmexXHOi BUPOOHUUO]
MPaKTUKU, BUJAHUX 32 pe3yJbTaTaMM iHCIEeKTyBaHHSI YIIOBHOBaKeHUMU DPeTyJIsi-
TOPHMMM OpraHaMy BUPOOHMYMX HiTbHUIIL, PO3TalOBaHMX Ha Tepurtopii CIIIA,
[IBeiiapii, SAnmowii, ABcTpasii, KaHaau, a Takox aepxkaB — wieHiB €C;

— HepskaBHOi peecTpaiiii JI3, 3apeecTpoBaHOro KoMmrieTeHTHUM opraHom CIIIA,
[IBeiiiapii, SAnoxii, ABctpanii, KaHagu, 3a 1eHTpasi30BaHOIO IPOIEIYPOI0 KOM-
rneTeHTHUM opraHoM €C 11 3aCTOCYBaHHSI Ha T€PUTOPii TaKMUX KpaiH UM JlepskaB
—yjieHiB €C;

— 3MeHIIeHHS po3MipiB 360piB [IJ1s1 mep>kaBHOI peectpariii JI3 ayis tikyBanas 03;

— MiKHaApomHOi criBmpali momo o6MiHy iHdopMmailielo mpo epeKTUBHICTh Ta
6e3neky JI3 gyt nikyBaHHA O3 i3 yIIOBHOBasKEHUMM PETYASITOPHUMM OpPTaHaMM iHO-
3eMHUX JIePsKaB.

X. ITigBUIlleHHS PiBHSA pPallioHAIbHOTO BUKOPUCTAHHS JIIKAPChKUX 3aC00iB
st nikyBaHHsT 03.

VIocKOHAJIeHHST KaJpOBOTO 3abe3TedyeHHs] Ta BiTUM3HSHUX Taly3eBUX CTaH-
IapTiB AiarHOCTUKY i JikyBaHHS O3, BeeHHS [epXaBHOTO PeeCTpy rPOMasH, sIKi
cTpakaoTh Ha O3, 3aITpoBaKeHHS IIEHTPaJTi30BaHOI eJIeKTPOHHOI cucTeMu 00JTi-
KY 3a7uIIKiB JI3, 060B’13K0Be 3a6e3MeueHHs KOHTPOJIIO 3a BiAmyckoM maiiieHtam JI3
I nikyBaHHST O3 BUK/IIOUHO Ha MiACTaBi pellenTiB JO3BOMSTH MiABUIIUTH PiBeHb
pailioHaJbHOTO BUKOpUCTaHHS JI3 s nikyBaHHs O3.

[TigBuiieHHsT PiBHS pallioHaTbHOTO BUKOpUCTaHHS JI3 njis sikyBaHHS O3 gacThb
3MOTY TallieHTaM, sIKi cTpaxkgalTb Ha O3, omepKyBaTy MeAVKaMeTO3He 3abe3re-
YeHHs Y JOCTaTHiX JJ03yBaHHSIX, BYACHO Ta BiJIMOBiTHO 10 IXHiX iHAMUBIAyaIbHUX KITi-
HIYHMX TIOTPEeO.

[TigBuieHHsT PiBHS pallioHAALHOTO BUKOpUCTaHHs JI3 fjist jikyBaHHsS O3 MOK-
JIVIBE TUISIXOM:

- MepemIsiAy CTapuXx Ta po3poOKM i 3aTBepIKeHHSI HOBUX Tay3eBUX CTaHIap-
TiB y cdepi 0XOPOHM 3[I0POB’SI [/ BUSIBJIEHHSI, PAHHBOI JiarHOCTMKM Ta JIiKyBaHHSI
namieHTis i3 03;

- 3abe3reuyeHHs] CUCTEMaTUIHOTO OHOBeHHST HallioHambHOTO Mepeiky;

— CTBOpEHHS Ta QPYHKI[IOHYBAaHHS €JIeKTPOHHOI cHcTeMM OOJTiKY 3aMIIKiB JI3
it nikyBaHHS O3 i3 BUKOPMCTAaHHSIM JaHMX i3 AepsKaBHOTO PeECTPY rPOMasiH, sIKi
cTpaxpaioTb Ha O3;

-  yIOOCKOHAJEHHS CUCTeMM OCBITU MeOUUHMX Ta hapMalleBTUYHNX MPalliBHN-
KiB 3 ypaxyBaHHSIM HOBMX PO3p00OOK Ta iHHOBaIliii y cdepi O3.

XI. CTUMY/TIOBaHHS PO3POOKY Ta TOC/IiIKeHHS JiKapChbKUX 3aC00iB M1 JTi-
KyBaHH#A 03.

CTuMYy/TIOBaHHSI HAYKOBOI pO3p0o0KM, mociiakeHb y cdepi O3, mpoBemeHHs KiTi-
HiYHMX BUIIPOOYBaHb, a TAKOK BBeAeHHS B 006ir JI3 myis jikyBaHHS O3 € BasKIMBUMU
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YMHHMKAMM AJISI PO3YMiHHS 1aTo(i3ioNorivHmx MexaHi3MiB Ta mepebiry Takmux 3a-
XBOPIOBAHb, 3a0€31eUeHHS TOCTYITHOCTI METO/IiB MiarHOCTVKY, MPOMiITaKTUKY TIa-
mieHTiB i3 O3, iXHbOrO JIiKyBaHHSI Oe3nmeuHumy Ta edhextuBHMMMU JI3. Taki 3axomy
MOTPeOYIOTH AOJATKOBOTO 3aKOHOJABYOT0 BPETY/TIOBAaHHS.

3a maHMMM Mi>KHapOIHMX OpraHisailiii y cdepi oxoporu 3mopos’st (BOO3, EURORDIS
TOIIO) Y CBiTi HaJTiuyeThCs 63bK0 400 MITH JTEIOIEN, SIKi cTpaxkaaioTs Ha O3.

Ha cvorogni 80% O3 maioTh reHeTUUHY IIpupony, peuita O3 € pe3y/JbTaToOM iH-
(dexIiiTHMX ypaykeHb, ajeprii, Aii YMHHUKIB 30BHIIIHBOTO CEpemOBUIa TOmO. I1pu
uboMy y 1956 pori 6y10 Bimomo yuie 700 hopM CIIagKOBUX 3aXBOPIOBAHb, UMUCIO
akux 70 1986 poxy 36inbimutocs mo 2000. Y 1992 poli KiIbKiCTh BiIOMUX CITATKOBUX
XBOPO6 3pocia 1o 5710, a B 2017 poiii ix Bke HajaiuyBasocs Gijibiie 7 TUCSY.

I3 X HO30sMOTi11 Tutre 6;M3bKo 300 MarOTh CBili Kom y MixkHapomHiii Knacudika-
11ii XBOpo0O, 275 i3 sKMX BHeceHO 1o Ilepestiky P(0)3, 1110 MPM3BOASITD 10 CKOPOUEHHS
TPUBAJIOCTI KUTTS XBOPUX abo0 iX iHBasmigu3ariii, Ta st IKMX iCHYIOTh BU3HAHi METO-
IV TiKyBaHHS, 3aTBepAykeHOro Hakazom MO3 Ykpainu Bif 27 skoBTHS 2014 p. N2 778.
Takum unHOM, 11151 GinbiiocTi O3 SIK Ha HAI[iOHAJTLHOMY, TaK i CBITOBOMY PiBHi J0OCi
He po3p06JIeHO METOMIB JiaTHOCTUKY, MTPOQITaKTUKY Ta JIIKyBaHHS.

[Tpu 1bOMY HayKOBa JIiTEpaTypa CBimUNTh, 110 juIie 6au3bko 10% KaiHiuHMUX g0-
ctigkeHs y cdepi O3 y cBiTi mpoBoguanch 6e3 GpiHaHCOBOrO CTMMY/IIOBAHHS i3 Jep-
SKaBHMX, MiCIIeBUX UM iHIIUX Jkepes. [IoB’s13yeThCs 11e, TOJIOBHUM UMHOM, i3 HeJlo-
CTaTHbOIO BMOTMBOBAHICTIO BMPOOGHMKIB JI3 Ha MPOBEeAEHHS BapTiCHUX KIiHIYHUX
IOC/TimKeHb JJ1s1 HEBEJIMKOTO KOJIa MallieHTiB i3 meBHuM O3 [54].

Hampukiam, 3ampoBamkeHHs GiHaHCOBUX Ta He()iHAHCOBUX CTUMYIIIB IJIST TIPO-
BeJleHHS HaYKOBUX JTOCTiIKEHb, KIiHIUHMX BUITPOOYBaHb, pO3p0ob/ieHNX Ha 6a3i Ha-
[IIOH/IbHOTO TIaHy i3 mutanb O3, o3BoaWI0 @paHIlii cTaTy €BPOIEiCbKUM Jife-
poM y cepi giarHocTuku Ta aikyBaHHs O3 [27].

Tak camo IOCTYITHMMM € IepsKaBHi FPAaHTYM Ha MIPOBEIEeHHS KIiHIYHMX BUITPOOY-
BaHb opdanHux JI3 Ha piBHi €C Tta y CIIIA [51, 55].

BigmoBigHo mo oHoBieHoro 3BiTY BOO3 «IlpiopureTn JI3 mst EBporm Ta CBiTY
2013» ¢iHaHCYBaHHS 3a PaxyHOK OIOMKETHMX KOILITiB (YHIaMEHTAJIbHUX TOCITi-
IkeHb y cdepi O3, y TOMY Unc/li TeHHOI Tepariii, TeparieBTMYHMX re HHMX MOIYJISIITIN,
opdanaux JI3, Ha Aep>KaBHOMY PiBHi 3i CTBOpeHHSM HaJIEXKHOI iHQPacTpyKTypH, €
HeOOXiTHVMM YMHHUKOM BCTAaHOBJIEHHS IPUYMH, cuMnToMiB O3, 3a6e3reueHHs Ha-
JIEXXHUX JiarHOCTUKY Ta JiKyBaHHS manieHTiB i3 O3. Tak camo nepskaBHe (iHaHCY-
BaHHS KIiHIYHMX BUIIPOOYBaHb € HEOOXiTHOIO CK/IaIOBOIO /11 CTUMYJTIOBAHHS PO3-
po6km JI3 st mikyBaHHS O3.

OmHuM i3 epeKTUBHMX HampsIMKiB mociaimkeHHsT opdaHHux JI3 BOO3 Bbauae
MPaKTUKY «IepenpodimoBanns JI3», To6TO po3pobKy Ha 0cHOBi hopmynu JI3, 3apee-
CTPOBAHOTO 33 OMHMM TTOKA3aHHSIM, AJ1s1 JTikyBaHHS O3 3 iHIMMMM TTOKa3aHHSIMHA [56].

ITpob6emu y chepi po3pobku Ta gocaimkerHs JI3 st nikyBanast O3 nepenbava-
€TbCs po3B’a3aTu uuisxom [11, 12]:

— CTBOPEHHS CepeloBUINA IS KIiHIYHMUX BUITPOoOyBaHb JI3 myist mikyBanas O3:

— CTBOpPEHHSI HAJEKHOTO TEXHIYHOTO Ta KaJpOBOrO 3abe3reuyeHHs 3aKIafiB
OXOPOHM 3[0POB’S, Ki 6epyTh YUaCTh Y KIIHIYHMX BUITPOOYBaHHSIX opdaHHMX JI3;
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— 3abesIeueHHs MigBuUIeHHs KBamidikaiii MeguuHMX MpalliBHUKIB, 110 6€pyTh
Yy4acTh y KAiHIYHUX BUMTPOOYBAaHHAX ophaHHMX JI3;

— 3abesreueHHs (iHAHCOBOI MiATPUMKM Ha Jep>KaBHOMY Ta MiCIIeBOMY PiBHSX,
3aITpOBAJIKEHHS CTUMYJIB IJIS1 11032010 KeTHOTO (iHaHCYBaHHS B YKpaiHi KiiHiu-
HUX BUIIPOOYBaHb JI3 11 aikyBaHHs O3;

— CTUMY/TIOBAHHSI PO3pO0OKM Y MaiibyTHboMY B Ykpaini JI3 myst mikyBaHHS O3:

— BUKOPMCTaHHSI HassBHMX Ta 3aJy4YeHHS HOBMX JKepen (piHaHCYBaHHS HayKoO-
BUX JOCTiIKeHb ITPOIIeCiB 3aXBOPIOBAHHS AJ1s1 pAHHbOI TiarHOCTUKY Ta MiABUIIEHHS
po3yMiHHs O3, iHHOBAI[iiiHMX METO/IiB AiaTHOCTMKM Ta JikyBaHHS O3;

— CTBOpeHHSI iH(QPaCTPyKTypu IJisi TIPOBEAEHHS HAyKOBO-AOCTiMHOI poboTH,
MoJepHisallii icHyIouMx JOoCaigHMUIIbKUX 6a3 Ha TepuTopii Ykpainnu.

XII. OuikyBaHi pe3ynbraTu peasizamnii HaioHaabHOI MOTiTHUKN.

Peanizanist HarmioHasbHOI MOMITUKY TO3BOJINUTD:

— MABUIIUTY TOKA3HUKYU 300POB’SI rpoMaisiH i3 03;

— MiABUIIUTYU PiBeHb AOCTYMY IpomasiH i3 O3 1o cBoeuaCHUX BUSBIEHHS, Hia-
THOCTMKY Ta JIiIKYBaHHS, Y TOMY YMCTi SIKiCHUMM, epeKTUBHUMM Ta 6e3meunnmmu J13,
MeIMYHMMU BUpobaMM Ta IPOLYKTaMM CITeliaTbHOrO0 JiKyBaJbHOI'O XapUyBaHHS;

— 3HU3UTU BUTpaTH rpoMaisH i3 O3 Ha JI3 Ta migBUILINUTY PiBeHb 3a0e3I1eueHHs
JI3 mepskaBoio;

— BU3HAUNUTY iHCTPYMEHTM MJIsI TIPUMHSTTS pillleHb MPO Bifgdip i BKIIOUEHHS
inHoBamniitHMx JI3 myst mikyBaHHsS O3 g0 MO3UTUBHOTO Iepestiky JI3, dhiHaHCyBaHHS
SIKMX 320€e3IMeUyeThCs 38 PaXYHOK OI0KeTHUX KOIIITiB;

— 3abe3reunTy pery/asipHe OHOBJIeHHsT HallioHa/JIbHOTO MepetiKy 3a MpUHINIIA-
MM IIPO30POCTi Ta BiIKPUTOCTI MpOIiecy Bigdopy i3 3aCTOCYBaHHSIM METO/IiB OLiHKA
MeIUYHUX TEeXHOJIOTiN i iHCTpyMeHTiB mpuitHATTS pimeHb (MCDA ta MEA) 3 ypaxy-
BaHHSAM TOTO (GaKTy, 1m0 JI3 17151 j1ikyBaHHS O3 He € eKOHOMIUHO JTOIJIbHUMI;

— 3abe3rneunTy palioHaJbHe 3acToCyBaHHs JI3 myis mikyBaHHs O3 BigmoBigHO 10
KJIiHIYHKX TTOTpe6 nalieHTiB i3 03;

— 36iBIINTYU KiJIbKiCTh HaYKOBMX JOCTiIKeHb HOBUX METOMiB AiarHOCTUKMU Ta
JIIKYBaHHS, a TAKOX KITiHIYHMUX BUITPOOyBaHb opbanHux JI3, mpoBefaeHnx Ha 6asi Bi-
TUM3HSHUX 3aK/IaJ1iB OXOPOHM 3I0POB’S.

XIII. ®inaHcoBe 3ab6e3mneueHHs peastizaiii HamioHaabHOI MOMITHRYI

®diHaHCyBaHHS 3aXOfiB 11040 peanisailii HallioHaabHOI MOMITUKM 3Ai/iCHIOETHCS
3a PaxXyHOK KOIITiB JIepsKaBHOTO Ta MiCIIEBUX OIOKETIB y MeKax acUTHYBaHb, IO
nepen6avyaloThCs Ha BiAITOBIMHMIL PiK, a TAKOXK iHIIMUX IKepesi, He 3a00pOHEeHNX 3a-
KOHOJIaBCTBOM.

Ouinka mpoliecy peasnizailii HailioHanbHOI TMOMITUMKM TIPOBOAUTBLCS MIISIXOM
3[iliCHeHHSI IIJOPiYHOTO MOHITOPUHTY.

[ToTouHMIT MOHITOPUHT Ta KOOpAMHAIlisl BUKOHAHHS HallioHaJbHOI MOMITUKMU
3milicHIoI0ThCSI MO3 YRpaiHm.

BMCHOBKM 3 IAHOTO JOCTiIKEHH i MePCeKTUBY MOTAIBIINX TOCTiIKEeHb.
TakMm YMHOM, TIPAKTUUHMUM 3HAUEHHSM Ili€l mepkaBHOi MOMITUKA €:

1. BusHaueHHSs MpaBOBMX, OpraHi3alliliHMX, eKOHOMIUHMX Ta COLiaJIbHUX 3acaf,
xBopux Ha P(0)3 B YKpaiHi 32 yMOB iCHYIOUMX 3arpos.
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2. 3milicHeHHS CYCITIIbHMX BiTHOCKH Y 1Iiii cdepi 3 MeTolo 3abe3rneveHHs Ipa-
11e3/1aTHOCTI i JOBTOIITHBOTO aKTUBHOTO SKUTTSI TPOMAaJIsIH XBopux Ha P(0)3.
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NATIONAL POLICY OF UKRAINE ON RARE (ORPHAN) DISEASES

Abstract: According to the Ministry of Health of Ukraine, 80% of patients with rare
diseases in Ukraine die within 5 years due to the lack of systematic diagnosis and qualified
treatment. This is more than, for example, 50% in France. As Russia’s military incursion
continues to disrupt basic health services, major efforts are needed to restore and strengthen
health services, including access to medicines and medical equipment.

Under these circumstances, the heroic work of doctors, both on the territory of our country
and abroad, who, despite the challenges faced by the community of rare diseases in Ukraine,
did not stop for a moment their work to support and help the community of patients with
rare diseases and the mobilization of political advocacy and legislation at the national level.

Currently, humanitarian organizations and the international community are making
maximum efforts to generally protect the most vulnerable segment of the population, which
is affected by the conflict, cannot leave and does not have access to humanitarian aid. The
current situation should not undermine the reality that the needs of people living with a rare
disease are real, enormous and unmet.

The creation of legal, economic and administrative mechanisms for the realization of
the constitutional rights of the population of Ukraine suffering from rare (orphan) diseases,
preservation and strengthening of their health, extension of the period of active longevity
and length of their lives is one of the main tasks of the state.

So, the article proposes a structured complex political program document aimed at solving
the issues of patients suffering from rare (orphan) diseases. During the development and
formation of this state policy, the best practices of developed European countries were used.
An overview of the state and problems of national regulatory and organizational support in
the field of access to treatment for patients with rare (orphan) diseases was also conducted.
Scientific achievements of domestic and foreign researchers, statistical data of state authorities,
international organizations and own author’s research were taken into account.

Keywords: rare (orphan) diseases, pulmonary arterial hypertension, drugs, program documents,
medical assistance to patients.

In cites: Zhyvylo . (2022). National policy of Ukraine on Rare (Orphan) Diseases. The-
ory and Practice of Public Administration. 2022, 2 (75), pp. 39-69. DOI: https://doi.org/
10.26565/1727-6667-2022-2-03 [in Ukrainian].
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