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[TpeM'ep-MiHicTpy YKpaiHH

TPOUCMAHY B.B.

[llaroBuuit Borogumupe bopucosudy!

Hajacunaemo anmpecosannii Bam  fermyTaTchKHH  3alHT  HApOJHOrO
nenyrara Ykpainu ['ynsesa B. O., oronomennit Ha 3acimannl Bepxosnol Panu
Yipainu 18 ciuna 2019 poky, Ans po3rnsny i HajaaHHA BiAMOBiAI aBTOPY 3arMTy 1
[lonosi Bepxosuol Pagu VYkpalHi y BcTaHOBIEHMH HYHHHHM 338KOHOJaBCTBOM
15-neHHMi TEPMIH.

JMoparok: [IenyTaTcbKui 3amuT HA 3 apk. y 1 npuM.

3 nogaroio
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HAPOJHHUN JEINYTAT YKPAIHH

I'yases Bacaas Onexcanaposny
01008, m. Kuls, eya. Ipyuwescexozo, 5

17 ciunsa 2019 poky

No 416/338 Ipem’ep-minicTpy Ykpainn
n. I'poiicmany B.B.

JEITYTATChKHM 3ATIAT

Ilfodo be3dianvnocmi nocadosux ocib Minicmepcmea oxoponu 300poe’sn no
eupitenHio numanHa 3abezneyeHHn Oimeil X8opux HA CRIKATIBHY M A306Y
ampodgiio aiKapcekum 3acobom

Mlanosuuit Boronumupe bopucosuuy!

Hdo MeHe, sk HapoaHoro nenyrara YKpaiHM, HajgiHIUIO 3BEPHEHHS Bl
Xapkiscekoro brnaroaiiinoro ®onay « Jiti 3i CniHansHOW M’SA30BOIO aTpodicion 3
NPOXaHHAM BXKHTH 3aX0/iB AEMyTATChKOr0 pearyBaHHs, CIIpAMOBAHHX Ha BHPIIIEHHA
npobnemu 3abesnedeHHA XBOPHX Ha CHIHANBHY M’A30BY aTpodiio, TKapChKHM
3acobom.

Hanpuxingi 2016 poxy novanack 6e3pe3ynsTaTHBHA Nepemrcka XapKiBChKOro
Bnaropifinoro ®onay 3 yciMa NpHYETHHMH J0 LBOrO NHTAHHA BIIOMCTBAMH Ta
NepKaBHHMH YCTAHOBaAMH, Y TOMY 49Hcai 3 MiHicTepecTBOM OXOpPOHH 30POB’A
VKpaiHd, N0 3aTBEPMKEHHIO HANpAMKY JiKyBaHHA pigkicHoro (opdaHHOro)
3aXBOpIOBaHHA - criHanbHol M s308B0i aTpodii (CMA). Cyts niei mpobneMH momsrae
Yy TOMY, IO HAa CHOTOMHI HEY3rOMKEeHICTh HOpMAaTHBHO-TIpaBoBHX akTiB Kabinery
MinicTpie Vkpainu Ta MiHicTepcTBa OXOpOHH 370pOB’S NMPH3BOJHTH OO TOrO, LIO
JIarHOCTHKE, CKpPHHIHr Ta JiKyeaHHa rpomagsH 31 CMA, He rapaHTyerbed
JlepxaBoro Beyneped 30608’ a3anHAM 1Ki Jlepxapa B3sana Ha cebe B pamkax Crarri 33
OcHOB 3aKOHOaBCTBa YKpaiH# PO OXOPOHY 3I0pOB’A.



CMA - Ue HepBOBO - M’A30Be I'eHETHYHE 3aXBODIOBAHHA, IO € OJHHM 3
HaHOUIbII MOmMpeHHX piaKicHAX 3axBoproBanb. Koxken 3 40 mopmeil € Hociem
metextHoro reda. [litu 3 giarHosoM CMA THmy 2 MaloTe CKOpOYeHY TPHBAIICT
AHUTTA 1 TIOCTYNIOBO CNadIIaloTh, BTpadarouH pisHi ¢iswqni 30i6HOCTI B pesymbrarti
ocnabneHHs M’A3iB, a [iTH 3 AiarHO30M THIY | He MOXKWBAIOTH O ABOX POKIB Ge3
NIKyBaHHA, fKe BYKe JOCTYIIHO B iHIIMX KpaiHax Ta Jac IAHC HA TOBHOLIIHHE HKHTTS.

Ha chorommimmii meHb B ykpaiHCBKOMY peecTpi 3HadaThes 150 xuBHX
nauienTiB 31 CMA, a B Vkpaini noreduiiino € 6museko 300 Takux miTei, craH
3[I0POB’A AKHX MOTIPIIYETHCA KOKHOTO THS.

3 MoMeHTYy ieHTH(IiKaLi] IHOro 3aXBOPIOBaHHA, BilbIlE CTA POKIB TOMY, BOHO
He mikysanocs. Ilpore ¢ 2016 poky CIIIA Ta €sponelickka komicis cxBamina
MEPLIHA Ta MOKH €IMHMH B ICTOPII MEIHUIIHHHA Tpernapar Spinraza (Iil04a pe4oBHHA
nusinersen) Ans LbOro pigKiCHOro i pyHHIBHONO 3aXBOPIOBAaHHSA MOASM 3 yciMma
tanamy CMA. TIpenapar Spinraza noka3as BUKIIOYHO BAXITMBI Ta 3HAYMMI KITiHIYHI
pe3yNbTaTH.

Ilpenapar Spinraza BXe pO3STIAHYTO Ta M[OCTAaBIEHO Ha IepiKaBHE
3abesneuenns ypamamu CIHA, Himeuawnm, IlIeedmapii, Itamii Ta uMcensHHMH
KpaiHaMH CBITY, B TOMY 9HCII 1 31 cnaDKMMH eKOHOMIKaMH, ane yKpalHChKl JITH i
JIOCi He MAlOTh NOCTYNY A0 IEX JikiB B Ykpaini. [Ipenapar Spinraza € nopsaTyHKOM
1A HUX, OCKLUIBKH HOro e)eKTHBHICTh MATBEpKEHa KIIHIYHHMH JOCIIKSHHAMH.

Bumorn 0OartekiB 3 giteMH CMA posmodarH mpolec y3roUKeHHS IIBOro
NMHTAaHHA, & TAKO}K HeogHOpa3oBl 3BepHeHHs Ao MO3 He 3pyluHIo e NMHTAHHSA 3
MepTBol To4KH. Bianosige xepiBHHUTBA MinicTepcTBa 3BOAMIAcA Jo Toro, mo 6Ge3
3BEpHEHHA BHPOOHHKA HIAKHX Jiif He BlAOyBaTHMEThHCH.

[NopylleHe MUTAHHA € CKIaJHHAM 3 OINISAYy Ha Te, IO Hapasi iCHY€E OJHH
BHPOOHHK Jikapcekoro 3acoby mns uiei Hozonorii. Posymiio, mo YkpaiHa mae
oBMeeHi pecypcH Ui BBeJeHHS HOBOTO i JOPOrOBApTICTHOIO JiKyBaHHS Biapasy B
ycix HampAMKax, ae Xk i 6e3misnpHICTs MPH3BOMUTH [0 3OUMHHOI 3arnben monei
(a came - miTeii) B KpaiHi, AKa i Tak BiKe MepexkUBac 3HAYHI Tpareil.

Cnij Takoxk 3a3Ha4YMTH, M0 KOMIIaHiA-BHPOOHHK IPOMOHYBajia MporpaMy
6e3KOIITOBHONO HANaHHA JiKiB B KpaiHH, ¢ 3aKOHOJaBCTBO [A03BOJAE BBE3CHHA HE
TIIBKH 3apeecTpPOBAHMX JIKapCchKuMX 3acobiB, a # JIKIB, IO 3aCTOCOBYIOTBCA ¥
BUIJTIOUHHX YMOBax Ta He € 3apeecTPOBAHHMH — MPOTPaMH PO3LIHPEHOTO NOCTYIIY.
[Tsoro Takox He Gyio 3pobneHo kepiBHHkamMu MO3, Xo4a i He moTpebyBano HiAKHX
BHJIATKIB 3 OIOKETY.



Hitoua y signosinnocTi nakasy MO3 Ne237 Bix 26.04.2011 poxy TepMmiHoNOris
€ CynepevIHBOIO, He BiIoOpaXkae 3aralbHONPHHHATHX CTAil HOMYCKY JiKapchKHX
3aco0iB 10 3acTocysanHsa Ha TepuTopii Cnomydennx IllrariB Amepuku abo aepikas
— wieHiB €sponelicekoro Coro3y, 1O NEPeINKOMIKae JOCTYIy cydacHHX JiKiB Ha
TepHTOpir0 YkpaiHu. ¥V TOMy uHcIi BHECEHHA poO3’SiCHEHb, IO He NOTPeOYIOTH
BHTpAT, a Y3roKyiOTh HOPMAaTHBHY 0a3y B mojanbimioMy Oyae BaKaHMBHM NS BCiX
op(aHHUX 3aXBOPIOBAHb.

Huni MO3 mae Bci MoxuBi iHCTpyMeHTH, OKpiM GaykanHs, s Toro mob B
HaHKOpPOTIIMH TEPMiH BHKOHATH MporpaMy /s MALIEHTIB 31 CHIHAILHOK M’S30BOIO
arpodiero, HaBiTh Ge3 3BepHeHHA BHpOOHMKa 3a peectpauiero. OxpiM Toro, MO3
nanpukinii 2018 poky imiumiroBaB 3MiHH 10 nocraHosl Kabinety Minictpie Ykpaium,
Jie 3aMPONOHYBAB JONATKOBY MPOrpaMy HEOHATANKHOINO CKPHHIHTY, Jié He BK/TIOYEHO
CKPHHIHT Ha MoKnuBe 3axpoproBaHHs CMA, mo € ogHHM 3 HalMOMHpeHiNIMX
pIIKICHHX 3axBoproBaHb. [lofBa mpenapary 3 HoBeneHOK KIIHIYHOKW edeKTHBHICTO,
BHCOKa mnortpefa y HBOMY, fKa [AOBOAMTBCH 3YCH/UIAMH IO HOTO OTPHMAHHIO,
IMYIIYIOTE 3BepHYTH Bamry yBary Ha §MTaHHA CBO€YacHO! MiarHOCTHKH Ta
3abesneveHHs nKyBaHHA misa nauieHTis 13 CMA.

Ha migcrasi BHINEHaBeNEHOTro, Ta KepylodHch ¢T.15 3axony Ykpainm «Ilpo
CTATYC HApOAHOTO Jenyrara YKpaiHH», 3 MEeTON 3aXHCTYy KOHCTHTYLIHHHX MpaB
rpoMajiH Ha OXOpPOHY 3J0pOB’A Ta OCBITY, Ta B Mexax Bamoi xomnereHnii Ta

- HaJldHHX MMOBHOBAXKCHb, npomy.

-  pospobWTH MexaHismM oTpuManHHs  nikyBamus CMA B VkpaiHi;
-  mnepenbaYWTH HEOHATATbHHM CKPHHIHT 3 MeTOI0 HaJaHHA JIKYBaHHA Bij
HapOIKEeHHA;

- BHECTH [0 HOPMAaTHBHO-3aKOHONABYHX TMONOXEeHb TEPMIHOJIOTII0, IO

3aCTOCOBYETBCA Y BCIX €BpONeHCBKHX KpaiHax — «ryMaHHe BHKODHCTaHHA
mikapchKHX ~ 3aco0iB/BHpo6iB  (KOMmacioHTaHe  3aCTOCYBaHHA),  «Iporpama
pO3IUpEHUH IOCTYT o JKapCBKHX 3acobiB/BHpoOiBY;

- BiIHAWTH MOKIMBICTH ANA JAoAaTKoBoro BHAineHHs y 2019 pomi 3 mepiKaBHOTO
GlomKeTy VKpaiHH KONITIB HA AepikaBHi 3aKyIBI Ha MiKyBaHHs JiTeil (rpoMaisH),
mo xsopitoTe Ha CMA, mixapchkuM 3acobom Spinraza.

[Ipo pe3ynbTaTH pO3MIANY MEMyTATCHKOTO 3alUTy Ta BXKMTI 38XOQM IpOUIy
noindopMyBaTH MeHe Ta 3aSBHHUKIB Y BCTAHOBIIEHHH 38KOHOM CTPOK.

3 noBarom

Hapopnwuii nemyrat Yxpainu B.O.I'ynsen

( mocB.Ne338)



