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Yepkaceka obnacHa pasa

HosicHIOBaIbHA 3aNHCKA 10 IPOEKTY pimenns Yepkacbkoi 061acHoi paau
»11po o6;1acHy nporpamy ,,3aGe3nedenns JAikyBaHHs nauicHTis, XBOPHX
Ha cHiHaJbHY M’s30BY aTpodin® na 2023-2025 poxu®

1. O0rpynTyBanns Heo6xinHocTi npuiinsATTS Nporpamu

Obuacna nporpama ,,3a6e3ne4enns NiKyBaHHS NALCHTIB, XBOPHX Ha CHiHaJIbHY
M’a30By atpodiro Ha 2023-2025 poku (manmi — ITporpama) po3pobiieHa BiInoBiAHO
mo 3akoHiB Ykpainu Bix 21.05.1997 Ne 280/97-BP ,IIpo micuese CaMOBpSAAYBaHHA
B Ykpaini“, Big 19.11.1992 Ne2802-XII ,,OcHOBH 3aKOHOJAaBCTBa Ykpainu npo
OXopoHy 3x0pos’a“ (cr. 53'), nocramoeu KaGinery MinictpiB  Ykpaiuu
Big 31.03.2015 Ne 160 ,IlIpo 3ateepmwenns Ilopsaaxky 3abesneuenns rpoMajsH,
AKi CTpaxnaloTh Ha pimkicHi (opdaHHi) 3aXBOpIOBaHHS, MKapChKUMH 3aco6amMu
Ta BIOTOBIAHUMH XapYOBHUMH NPOXYKTaMH [JJIA  CHELiaJIbHOr0  AiETHYHOTO
XapuyBaHHA, Hakasy MiHicTepcTBa 0oxopoHH 370poB’s Ykpainu Big 27.10.2014
Ne778 ,Ilpo 3aTBEpIKeHHA Mepeniky piAKiCHHX (opdaHHHMX) 3aXBOpIOBaHL",
a Takox Oepydm N0 yBarw MDKHApOAHI KJIiHiYHi HACTaHOBH, a caMe: MDKHApOIHHH
NPOTOKOJ JIiKYBaHHs CIiHANBHOI M’430B0i atpodii (mam — CMA) ,Diagnosis and
management of spinal muscular atrophy*, Neuromuscular Disorders V. 28, Issue 2,
February 2018, Pages 103-115; Issue 3, March 2018, Pages 197-207 ta pimeHHs
Hepkacbkoro OKpyXHOTO ajMiHicTpaTHBHOrOo cyay Bim 04.08.2023 3a CIIPaBoOIO
Ne 580/4284/23 mono BHHECEHHA HAa PO3MVIAL YEProBOTO 3aCiaHHSA Yepkacbkoi
obnacHOi pamu mnpoekTy o6GnacHoi mporpamu ,HajaHHS MemWuHO! JAOIIOMOTH
NALi€HTaM 3i CHIHANBHOIO M’S30BOI0 aTpodiero” Ha 2022-2025 POKH, 30Kpema, it
3abesneuenns Kommsza JImurpa Bacmibosuua, xBoporo Ha CMA, HeoOXigHuMH
TiKapCHBKHMH 3aC00aMH.

Ykpainui 3 opdanauME (PiAKICHUMH) 33XBOPIOBaHHAMM — OJHA 3 HaNGLIBLI
Bpa3MMBUX KaTeropi mauieHTiB. CMA - cepitosHa i HeGe3sneuna s SKMTTH
CIajKkoBa XBOPOOa, ska BUKIMKAE NOpymieHHs GyHKUiH Pi3HHX OpraiB i cuctem.
Hauientn, BpaxeHi wWi€l0 XBOPOGOI, BTPAYAIOTH MOMNUIUBICTH HepecyBaTHCH,
CaMOCTIiitHO icTH, a iHOAi i TuXxaTH.

Yepkacnka o6iacHa nepxagHa aaminicTpanis
Ne 02/12-01-15/7281 Bix 19.10.2023



€ Tpu mixapcekux 3acobm mna jikyBawHa CMA: ,3onrencma”, ,,EBpicai®
Ta ,,CriHpa3a“ (1Ba OCTaHHi Bxe 3apeecTpoBaHO B YkpaiHi). [lepmmuit cipamoBanuii
Ha BHECECHHS B OPTaHi3M CX0XOr0 3J0pOBOTO I'eHy, AKHH NEBHUH Yac Oyae 3aMilaTu
poGOTy Hemi€3maTHOro reHa. A [Ba iHIIMX — Ha KOMIICHCALI0 HEAi€3XaTHOCTI
II0JIAMaHOT0 I'eHa.

Tobro, ,3omrencma® — jikapcekuii 3acib, mWoO JiKye XBOpoOy (Moxe
3aCTOCOBYBAaTHCS JUIA1 JIIKyBaHHA JiTed He crapumie 2-piyHoro Biky, ,,EBpicai‘
Ta ,,CriHpa3a* 3aCTOCOBYIOTHCS 5K MOCTifHA Tepaltis.

CranoM Ha 25.08.2023, Ha mikapcekmii 3aci6 ,,CniHpa3za“ 3agekiapoBaHO
OITOBO-BiJIyCKHY LIiHY, iKa CTaHOBUTh 2 774 127,83 rpH 3a ¢iakoH.

3a indopmauicro Uepkacpkoro o0067aCHOr0 KOMYHIBHOrO MiANPHEMCTBA
~Papmania“, 3 ypaxyBaHHS BCiX HaJ0aBOK Ta IOJAATKIiB, MpemnapaT Moxe OyrTH
BIANyLUEHHH 32 po3apiOHOKO LiHOIO He BHUIe HiX 3 591 663,30 rpH.

CranoM Ha 25.08.2023, na nikapcekuit 3aci6 ,,EBpicai® 3aaeknapoBaHO OITOBO-
BIAITyCKHY LiHY, sika cTaHOBUTE 221 037,30 rpH 32 ¢iakoH.

3a indopmaniero Yepkacbkoro o006IaCHOr0O KOMYHAIBHOTO MiANPUEMCTBA
»Papmania“, 3 ypaxyBaHHA BCiX Haa0aBOK Ta IOAATKiB, Iperapar Moxe OyTu
BiANMyIIEeHU# 3a po3apiOHOI0 HiHOW He BHIe Hix 286 176,99 rpH.

Ha cporoanimmii geHp y Yepkacbkiii o0GmacTi 3apeectpoBaHo 12 maui€eHTiB,
ki crpaxaaoTs Ha CMA [, II Ta III tuniB (8 nireit Ta 4 mopocnux). Indopmanis
IOJ0 NOTpeOM IAUI€HTIB y JNiKapChKUX 3ac00ax HaBele€Ha y JOMAaTKy OO0 i€l
MOSICHIOBAJILHOI 3aITKUCKH.

09.12.2022 nocranoBy KabGinery Minictpie Ykpainu Big 07.03.2022 Ne 216
»»J1€AKl TMTaHHA 3aKyMiBJi JiKapChKHUX 3ac00iB, MEAWYHUX BHPOOIB Ta JOMOMIXKHHX
3ac00iB 10 HUX* JONOBHEHO INEPETKOM JIiKapChKHX 3ac00iB, IO 3aKYIIOBYHOTHCA
ACPKABOIO 3a JOTOBOPaMH KEPOBAHOrO AOCTYNMY, OO SKOTO BXOJIHTH, 30KPEMa,
i mikapcekuili 3aci0 3 MIXKHApOJHOIO HEMAaTEHTOBAHOK Ha3BOO ,,Pucaummam™
(,,EBpicai®).

3a indopMariicro MiHicTepcTBa OXOPOHH 340POB’S YKpaiHH, HAa CHOTOJAHI BXKe
BAAJIOCA LIEHTPAli30BaHO 3aKynuTH npenapar ,EspiBcai (Pucauram)® mus
JMiKyBaHHs JiTeHd, XxBopux Ha CMA. Jliku HaaroThCA mamieHTaM 6e3K0ITOBHO.

Ilpenapar poctynnuii ans nauieHtiB 3i CMA nepuworo tumy. Ilpore, #ioro
OTpPUMYBAaTUMYTh namieHTH 31 CMA, sKi BIANOBIZaTHUMYTh KPHUTEPIAM BKIIOYECHHA
A0 Jep>KaBHOI mporpamH (BiK, THI XBOpOOH TOINO), B TOMY YHCIi Ti, AKHM Oyne
IIOCTAaBJICHO MAiarHo3 3a pE3Y/JbTaTaMH IPOTPaMH PO3MIMPEHOr0 HEOHATAILHOIO
ckpuHiHTy. Jlo 060B’A3KOBHX KpHUTEpIiB /i1 3a0e3MevueHHs MpenapaToM 3a KOIITH
JlepxaBHOTrO GI0/KETy BIAHOCHTHCSH, 30KPEMa, HasABHICTh MiATBEPIXKEHOrO IEPLIOTO
iy CMA, BiACYTHICTh MONEpeAHbOro JiKyBaHHSA i3 3aCTOCYBaHHAM JIiKAPCHKOTO
3acoby ,,OHaceMHoreH abemapBoBek” (,,301MreHcMa’) Ta IOCTiiHE NPOXKHBAHHS
Ha TepuTopii YKpainm.

ITpoananisyBaBIIM aHaMHE3H 3aXBOPIOBaHb NalieHTiB 31 CMA, BCTaHOBIIEHO,
1o nauieHTH Yepkacbkoi 06/1aCTi He BiNOBINAIOTE KPUTEPisM BpaxyBaHHS MOTPEOH
NalieHTIB y JIikapchbkoMy 3aco0i ,,EBpicai®, skuii 3aKymieHHii 3a kowtu J{epaBHoro
Or0/IKeTy.




BpaxoByroun Te€, IO 3a3HauYeHi JiKapchKi 3acO0M IyXke JOpPOroBapTiCHi
i mamienTu abo ix pimHi, 3a3BM4ail He MOXYyTh HpHUAOATH iX 3a BJACHI KOWITH,
aKTyaJIbHHUM 3QIHINAETHCA MMTAHHSA BIPOBA/DKCHHA O0JacHOI LUIBOBOI MpOTrpaMH,
mo nepeabagarume 3a0e3neyeHHS CHELiaIbHUMH JIIKApCBKUMHM 3acofaMu  THX
nauieHTiB 31 CMA, sxi He BiANMOBIZaTHMYTh KPHUTEPiAM INOAO 3abe3rneyeHHS
nmikapcbkuM 3acobom ,EBpicai (pucaumiam)“ 3a xomrtd JlepxaBHOro OROIKETY
YKpaiHy, 3aTBEpIKEHMM Haka3oM MiHicTepcTBa OXOpOHH 3J0pOB’s YKpaiHH Bif
17.12.2019 Ne 2498 ,,IIpo 3aTBepAKECHHA METOAMYHUX PEKOMEHMALIN 3 IIaHyBaHHA
TAa PO3paxyHKy IOTpeOH B JKapChKUX 3aco0ax, NpPOAYKTaX CIHELiaJbHOTO
Xap9yBaHHA Ta BHPOOaxX MEAMYHOIO MPHU3HAYEHHSA, IO 3aKYMOBYHOTHCA 33 PaXyHOK
KOIUTiB Jep>kaBHOro Ta MicieBoro OrokeriB“ (y pexakuii Hakazy MiHicrepcTBa
OXOpOHH 370poB’a Ykpainu Big 17.02.2023 Ne 315). 3akymiBmio cneuupiyHOro
NKYBaHHS IUIaHY€ThCS 3/iHCHIOBATH 3a PAXYHOK KOILTIB MiCEBHX OFODKETIB.

V¥ pasi posnominy Jikapcskoro 3aco0y ,,EBpicai®, 3aKkyIuieHOro 3a KOLITH
HepxxaBHoro Oromkery VYkpainum ana1  naumieHtiB  Uepkacbkoi — oGnacrTi,
3aiHTepecoBaHUX BUKOHaBLIB [Iporpamu Oyae noingopmoBaHo mpo Le.

BnpoBamkenas Ilporpamm 3abe3neduTh peanizamiro Jep>KaBHOI IOJITHKH
OJO0 HAJaHHA MEAUYHOi AonoMoru mnamieHraM 31 CMA, 3HHKEHHA AUTAYOl
CMEpTHOCTI Ta iHBamigu3auii aiteli 3i CMA, mOKpaimieHHS SKOCTi Ta TPHBAIOCTI
XUTTA MaLi€HTIB, sKi cTpaxaaoTs Ha CMA.

2. Mera Ilporpamn
Mera Ilporpamu mnoinsdrae B peanmi3auii AE€p>KaBHOI IMOJNITHKH INOAO HAJaHHA
MEIU4YHOI JOMOMOTH MaiieHtam obnacrti, xBopuM Ha CMA, HaJle)kKHOMY 3aXHCTi
iX )KUTTA 1 370pOB’s, K HAHBHILOI COLIAILHOT LIHHOCTI.

3. IIpaBoBi acnekTH

IIpoexr pimenHs o6nacHOI pamd MATOTOBJEHO BIAMOBIAHO X0 IYHKTY 16
yacTHHH nepmoi cratri 43 Ta crarti 59 3akony VYkpainu ,JIIpo Micuese
caMOBpsAyBaHHS B YKpaini®, ctarti 53' 3akony Yxpainu ,,OCHOBH 3aKOHO/ABCTBA
YkpaiHH 1po OXOpoHy 310poB’s”, mocranoBH KabGinery MiHicTpiB YkpaiHu
Bix 31.03.2015 Ne 160 ,IIpo 3arBepmxenHs Ilopsaky 3a0e3nedyeHHS TpPOMAJsH,
AKi CTpaXKJaroTh Ha piAkicHi (op¢aHHi) 3aXBOPIOBaHHS, JIIKAPCHKMMH 3aco0aMH
Ta BIANOBIAHHMH Xap4YOBHMH MNPOAYKTAMH JUIS CHELiadbHOrO Ji€THYHOIO
Xap4yyBaHHA ‘.

4. ®iHaHCOBO-eKOHOMiYHE 0OTPYHTYBaAHHSA
dinancyBanHsa IIporpamMu 3ailiCHIOBaTHMETBCA Yy MeXaX aCHTHYBaHb,
nepenbaveHuX y OepKaBHOMY OIOMXKeTi, MiCIEeBHX OrojkeTrax obnacTti mo ramysi
»OXOpOHa 300pOB’sA“, a TaKOoX IHIIMX JDKepeld, He 3a00pOHEHHX YHHHHM
3aKOHOJIaBCTBOM.



S. Ilo3uuis 3aiHTepecOBAHUX CTOPIH
ITpoexT pimeHHs cTOCyeThCA YIpaBIiHHA OXOPOHH 3I0pOB’A  00macHOi
AepXaBHOI agMiHICTpallii, fK BHKOHaBIA 3axoxiB IIporpammu, TepUTOpiIATEHUX
rpoMaj, IMiANpHEMCTB Ta 3aKiIaJiiB OXOPOHH 340pOB’s1 YepkackKoi 00acTi.

6. PerioHaIbHHH acnexkT
IIpoext IIporpamMum He CTOCY€ThCA NHTaHb PO3BHUTKY aIAMiHICTPaTHBHO-
TEPUTOPIAIBHUAX OJUHHILS.

7. I'pomajacbKe 00roBopeHHst
IIpoext IIporpamu He noTpebye NPOBEIEHHS IPOMAICBKOr0 OOrOBOPEHH.

8. IIporuo3 pe3yanTartis
Bukonanns Ilporpamu jpacte 3MOry HNpUCKOPHTH JOCTyn mauieHTiB 3i CMA
IO Cy4acHOTO Ji€BOTO JIKyBaHHSA, IO MOTU]iKye nepedir XBOpOOH, 3HU3UTH JUTATY
CMEPTHICTh Ta iHBamigm3amilo aitei 3i CMA, mokpamuTH fAKiCTh Ta TPHBATICTH
HTTA NAIEHTIB, SKi cTpaxaaloTs Ha CMA.

Homatok: Tabmuus ,,Po3paxyHox morpeOm mauieHTiB oOnacti, xBopux Ha CMA
y mkapcekux 3acobax“ y ¢popmari Microsoft Excel.

B. 0. HavanLEHHUKA Terana BOHJIAP
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