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[MTpem'ep-minicTpy YKpaiHu

MU AJFO JLA.

[lanosuuii Ienuce AnaronifioBuuy!

Hancumaemo ampecosanuii Bam  jlenyTaTcbKMi — 3allUT  HAPOIHOTO
nenyrara Ykpaiuu Ilasnenka 0. O., oronomennuii Ha 3acinandi Bepxosnol Paju
Vipainu 3 nunaa 2020 poky, A1 po3riisay i HajaHHs BIANOBIJL aBTOPY 3aMUTy i
lonoei Bepxoshoi Pamu YkpaiHM y BCTaHOBIEHHH YHHHHM 33KOHOIABCTBOM
| 5-nennuii TEpMIH.

NoaaTok: JAENMyTaTChKHi 3alHT Ha 2 apK. y 1 NpHM.
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HAPOJIHUHU JIEITYTAT YKPATHHU

01008, m. Kuie, Byn Ipymescekoro, 5

| muraa 2020p.
Bux. Ne149/2.2-87

| / [Ipem’ep-minicTpy Yrpainu
‘ I A.IIIMHAT AJTIO

MinicTpy oxopoHu 300poB’s Ykpaiun
M.B.CTEITAHOBY

JEINNYTATCHKHM 3ATIMT

lTpo sabesnevenns npas dimei 3 ophannumu
FAXEOPIOSAHHAMY HA MEOWNHY donomozy
I cneyiaibie XapyyeaHus

[Manosunii lennce Anaronifiopuyuy!
Manopunii Makcame BonoagamupoBaay!

Jo MeHe, K 10 HAPOAHOIO JIENyTaTa, 3BEpPTalOThCA OaTHKH [ITEH 3 opdaHHHM
3aXBOPIOBAHHAM CIIHAJIBLHA M’A30Ba arpodid, 1 NOBIAOMIAIOTE [P0 KPHTHYHY
CHTYAILil0, II0 CKJIANACH 3aJ0Bro 0 MaHaeMidyHoi KpH3H 3-3a cyMHo3BicHoro COVID-
19. Ilpomry BX¥KHTH 3aX0QH pearyBaHHA i BHpilleHHs m1po0OIeMH TiKyBaHHS
PLOKICHOTO HEPBOBO-M A30BOI0 3aXBOPIOBaHHA cMiHanbHa M A30Ba atpodis (CMA), axe
MaloTh Onu3eko 250 mamientiB YKpaiHH, TPeTHHA 3 AKHX € HiTH, 10 nepe0yBaioTh y
BaYKKOMY CTaHI.

CninansHa M'szoBa atpodis (CMA) - mHaliyacTimma mpHYMHA CMEpPTHOCTI
MaTIOKIB Bl cnagkoBux xBopob. CMA - lie reHeTHYHe CIaJKOBe 3aXBOPIOBaHHA, IO
BXOJHTh A0 Nepeniky piakicHHX (opdaHHHX) 3axBopioBaHb BH3Ha4eHuX MO3, Bpaxkae
KIITHHH CIHHHOTO MO3KY H IHIIAE AMTHHY MOMKIHBOCTI PYXaTHCh, KOBTATH 1KY,
camocTiitHO guxaTd. IIpH UBOMY iHTeNeKTyanbHHH PO3BHTOK He CTpaXuae H IUTHHA
posymie, mo BinOyBaeTscs. [lpakTH4HO BCi IITH 3 paHHIM BIKOM 3axBOpOBaHHA Oe3
HaneKHoi MIATPHMKH i JIKYBAHHS He NOKHWBAIOTHL 10 2-pIYHOrO BIKY, 3 Mi3HIM BIKOM
3axBopioBaHHA — 10 16 pokiB. Ha ceoromdi B YkpaiHi CMEPTHICTE /U THX AITEH, 110
BHKHBaOThL Micist 2 pokiB (CMA tuny II) y 10 pasiB buibmia 3a MakcHMalbHI UIA
BIKOBOI IrpyIH 5-9 pokiB.

IlaBHO, moHan TpM pOKH TOMY, Y CBITI BHHAWIEHO JIKyBaHHS W BLIOYIHCH
3HA49Hi 3MIHH B MIJX0Jax A0 NiKYBaHHA Ta cucTeMHoro cynposomy CMA. uuHi 11s
NiKYBaHHS [bOTO 3arpoO3JIHBOrO 3aXBOPIOBaHHA po3pobneHo Bxe 3  yHIKANbHI



NiKapchKHX 3acobu. Bci kpaimm cBiTy, mpaktHuHO Ge3 BHHATKY, 3a0e3nmevyoTh
NiKYBaHHA 3a KOIITH JAepxaBHoro Gromkery. B Vikpaini Harnionansuuii nnau 3axosis
mono0 3abesmedeHHs JepKAaBHMX TrapaHTii y cdepi MeawdHOro o6CIyroBYBaHHA
nauieHTiB 31 CMA BigcyrHid. BrojkerHa mporpama, ska mnepeabada€ 3aKymiBIIO
MKapChKHX 3aco01B, MeIH4YHHX BHpOOIB, iHIIKX TOBapiB i MOCTYT 3a PaxXyHOK KOIITIB
AEpKABHOrO OIOJIKETY A/ HaJaHHS MeJHJHOI nonoMory nauientam 31 CMA BigcyThs.
B VYxpaini ciM»l 3aIHINAIOTECA CaM Ha caM 3 M€l XBopoDoo abo BHIKIKAIOTH 3
Ykpaiau. Bxe Oinbm Hix 30 cimell BHiXanu Hazapkgd 3a Mexki YKpaigw s
beskomrrosHore goctymy mo nikyaHHa Y Ilonemi, Itamii, HiMedunHi.

ITuTanHa opraHizamil B YKpaiHl CHCTEMHOIO JOCTYIY IO CBITOBHX CTaHIapTiB
HaJZaHHA MeOu4yHOI gornomord aitam 31 CMA, y ToMy 4Mcli — 10 CY4acHOro JIiIKyBaHHA
Ge3ycmimHo MigHIMANOCE MALIEHTCHKOIO CIIIEHOTOK PEryisApHO Ha NMPOTA3i OCTAHHIX
NecATEOX POKiB. baTekH moBiZOMNAIOTE, IO, Ha iX mornan, MiHicTepecTBO OXOpPOHH
3MOpPOB’S Ha 0Oe3nmocepemHi 3BepHEHHA 3 BHMOINOK BKHTH HeoOXimHHX 3aXO0iB.
CINPAMOBAHHMX Ha BHPILLIEHHS OPYLIEHHX IMTaHh HE BKHBAKOTh HEOOXIIHHMX 3aXO0IiB.

Ha tenepimmiii yac y mposamkeHHI OKpyXHOro agMiHICTPATHBHOTO CYOY M.
Kuesa 3 2018 poky mepebyeae cnpaBa Ne826/9954/18 3a KONEKTHBHHM I[1030BOM
barbkiB aited 31 CMA npo BH3HAaHHA NPOTHIIPaBHOW Oe3lisIBHICT, 3000B A3aTH
BYMHHTH neBHi Jii MiHicTepCTBO OXOPOHH 3J0pORB’A, KA Mae€ BKe HeoOIPYHTOBaHO
TPHBAIHH TepMiH POTIISLY.

Hanmpukinm 2018 poky Oarskd xBopux Ha CMA cTBOpHIHM ENeKTpoHHY
neruniroc Ha  OdiuilinHomy  iHTepHer-nipencTaBHULTBI  [Ipesupenta  Ykpainu
«3apeecTpyBatH Spinraza B YkpaiHi, K eausi nikd Big CMA» Ne22/049113-em, axy
nigrpumano 6ineme Hix 25 000 rpomansn Vipainu. Peectpauis nikapcekoro sacoby
BigOymace B CigHI MOTOYHONO POKY, 1O 3arBepmxeHo Haxkazom MO3 VYkpainu Bia
11.01.2020 Ne 41 "TIpo nepkaBHY peecTpallilo JikapchbKHX 3acobiB...» ane /10 Tenep He
BiJIoMO, KOJIH LIeH Jikapcekuil 3acib nonanae no XBopHX IiTeH. .

[Ipomy mix wac poonpainoBadHi JlepxaHoro 6wmkery Ha 2020 pik mo
tromxersoi nporpamy KITKBK 2301400 «3abe3neueHHs MeIMYHHMX 3aXO/lIB OKPEMHMX
Jep/KaBHMX MPOrpaM Ta KOMIUIEKCHHX 3aXOiB TPOrpaMHOro XapakTepy» BKIIOYHTH
BHUTDATH Ha MOBHe (iHaHCYBaHHS IKYBaHHA Ta ClellialbHE XapuyBaHHS [iTel 3
op(haHHHMH 3aXBOPIOBAHHAMH, 30KpeMa, 1 noTpedbu mired 31 CMA.
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