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[NOoABEAOMCTBCHHLIX y‘lpe)KIIEHHﬁ

OO0 oka3zaHUM MOMOIIHA
U CONIEUCTBUS

Vnpapiende crnopra W TypusMma ['omenbcKoro  o0JMCrosKoMa
coobuiaer o ToMm, 4to B ajpec [‘omenbckoro o0JMCHONIKOMA IMOCTYITHIIO
obOpamienue ot rpaxaaHku [.A.llleneroBckoit ¢ npockOOK O MOMOILIU
B cbope cpe/icTB Uit jieuenus e€ qouepu J[.A.llleneToBCKOM.

Cooepoicarnue obpawenus: Hawa cemva obpawaemcs «k Bawm
¢ npocbboll 06 OKazaHUU MaAmMepuanbHoOl U UHPOPMAYUOHHOU NOMOUU
6 cbope cpeocme na nevenue oovepu lllenemoeckou Jlapvu. [{na nac oueno
BAICHA BOZMONCHOCMb UHGOPMUPOBAHUSL MPYOOBLIX KOJINEKMUE06 0bracmu
0 nposooumom cbope. Jlapvs Illenemoeckas poounace 15 aezycma
2019 200a. B oexabpe 2019 cooa, cnycmsa 4,5 Mecsya eil nocmagunu
empawnslii ouacnos « Cnunanonas molueynas ampogus (SMA) 1-eco munany.
Omo pedkoe ecenemuyeckoe 3abonesavue, 6 pe3yibmame  KOMmMopo2o
no2ubarom MomopHvie HeupoHbl CNUHHO20 MO32d U PA36UEACNCA MblULeYHs
ampogus, b610KUpyemcs nooada 00CmamoyHo2o Koaudecmea oOenxka O
Hopmaneroco pazeumusi moiuy. CMA 3ampazueaem cnocobnocms nonzame
U X00umv, 06uUcAMb PYKAMU, 201060U U Weel, d makdice Oblams
u enomamo. Jlemsam ¢ makum OUACHO30M 6pAqU HE Oal0m HUKAKUX HAOeHCO,
oonvuwuncmeo (80%) ne ooodicusarom 00 O08yx Jnem, Npu OmMCymcmeuu
nevenusi. Ha ceeoows eapuanm neuenus cywecmeyem, HO npenapamsi,
Heobxo0uMble pebeHKY, Mbl OOIICHbL Npuobpecmu 3a cyem cOOCMEEHHbBIX
cpeocme. Ecmo 0sa npenapama Spinraza u Zolgensma.

Cmoumocms o00Ho20 ykona Spinraza cocmaensem 96035 eepo.
Cmoumocme  npenapama Ha nepswvili kKypc cocmaensem 384140 eepo
(4 amnynol).

Cmoumocmo oonokpamuou eaxyunvl Zolgensma 2125000 ooanapos
naoc 0onorHumenvhole pacxoosl 6 kiuxuke. Co cneyugukou meqenus
bonezHu U O02POMHOU CMOUMOCMbIO 6AKYUH, Mbl HAOEeMCs HA JieYeHue
J00bIM U3 NpednodxceHHblx npenapamos. Ha oannvii momenm nac comoeéa
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npuHsame Kiunuka 6 Mspaune. Omeem Ha neyenue 00pocum npenapamom mbl
acoem uz xknunuxu CILIA. H3-3a cneyugpuku npoepeccuposanus 6Gonesznu,
66e0eHue npenapamos HeodXO00UMO HAYAMb KAK MOICHO PAHbULE.
bnarorBoputesibHble cyeTa OTKPBITHI B ¢unuane 216 — r. [lonouk,
yi1. ©.Cxopunsl, 4. YHIT 300230580 M®O AKBBBY21216: — Genopycckue
pyomu  —  Tpan3uTHbIi  cuér  BYS59AKBB38193821068492300000
Ha  OsarotBopuresibHbBIi  cuér  BY89AKBB31340000081232320144
B oTaejeHun 216/144, Geccpounnlii. HazHaueHnue ruiarexa: i 3a4nc/IeHUsI
Ha OJaroTBOpUTENIbHBIM  cueT, OTKpbIThIK Ha wums llleneToBckoro
Anekcanzpa CepreeBuua Ha jieueHue aodyepu llleneroBckoii [larm.
Bel moxxete nmomoub Jlapbe U moxepTBoBaTh JII0OYI0 cymMMmy. Baia
MOMOIIb, 1aKe camasi MUHUMaJlbHasl, OYeHb Ba)kHa!
Taxxe ybeautenbHo npocum Bac pasmecTuTh JaHHyrO HHGOpPMALKIO
Ha caiite, MH(MOPMALMOHHBIX CTEHJAX, B COIMAIbHBIX CETSAX Ballero
YUpPEKAEHHs, a TaKXke B MHBIX JOCTYIHBIX BaM HCTOYHMKAX CpEJICTB
MaccoBOW UH(POpPMALIUH.
3apaHee GaroapuM Za OKazaHHYKONIOMOILb U COEHCTBHE.
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