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3npaBcTByiite!

Ms1 Cembst ApxunoBeix — Poman, Exarepuna u Ham cein Cama u3 r. Eppemo Tynbckoit
obxactu mpocuM y Bac agpecHoii momolu B JI€YeHUHU HAIIETO ChIHA.

04.06.2018 r. B HamIel ceMbe TOSBUIICS JOJTOXTaHHBIN MaubIil. Caia poauics 3J10POBBIM
pebenkoM. Jlo monyrojga OH pa3BUBAICS Kak OOBIYHBIA MalbIlll, B CEMb MECALIEB MBI Hadalu
3aMeyarhb, YTO Hall PEOCHOK YK€ HE JEP>KUT CIIMHKY U HAYMHAET TePSATh MPUOOPETEHHBIC HABBIKH,
a B 11 MecsineB U Bpayu 3amoI03pHIIM HEPBHO-MBIIIEYHOE 3a0oneBanue. K coxxaneHuto, paHee B
HallleM PErHoHEe HE CTAJKUBAIUCh C MOJOOHBIM 3a00JICBAHUEM M, IIOCIIE MHOTOYHCIICHHBIX
oOcnenoBanuii U aHanu3oB, CallleHbKe B MOJITOpA rojla HAKOHEIl TOCTABUJIM CTPAIIHBIM JUArHO3 -
CrimHanbpHas MpIieyHas arpodus 1 Tumna.

CnunanpHas mbimeunas atpodus (CMA) 1 Tuna, peakoe reHeTudeckoe 3abolieBaHuE,
MOPaKAIOIIEEe JBUTATEIbHBIE HEWPOHBI CIMHHOTO MO3ra W TMPUBOJSAIICE K HapacTarolen
MbledHor crnaboctu. Ilpu stom muTenmnekt 6oipHBIX CMA abcomotHO coxpaneH. [Ipuumna
3TOro — moJIoMKH B reHe SMN1, koaupyromieM OelOK, OTBEYAONTHNA 32 BEDKUBAHUE MOTOPHBIX
WM JBUTATEIbHBIX HEHPOHOB. be3 monydyeHus HeoOX0UMOro JISYeHHs, JETH C TAKUM JMAarHO30M
MEJJICHHO yMHUpaioT. 3a00JIeBaHUE HOCUT IPOTPECCUPYIOIMIMI XapaKTep, ¢1ad0CTh HAYMHACTCS C
MBIIII] HOT, IOTOM Pe0EHOK YTPauyuBalOT CIIOCOOHOCTH JepXKaTh TOJNIOBY, CUIETh 0€3 MOAACPKKH,
MepecTaloT paboTaTh PYUYKH, MOSBISIOTCS MPOOJIEMBI C TJIOTAHUEM, J1ajiee OTKA3bIBAIOT JIETKHE U
OCTaHaBIHMBaeTCs cepale. Uem paHbIlle MOJYy4eHO JieYeHHe, TeM OOJbllle IIaHCOB y peOeHKa Ha
TTOJTHOLICHHYIO JKU3Hb.

B mae 2019 r. B CIIIA Ob11 0100peH K MPUMEHEHHIO MperapaT sl JISUSHUs ASTe 10 2-X
ger co CMA mnox TOproBelM HaumMeHOBaHMEM «Zolgensmay» (3osreHcma), € 3asiBICHHOM
CTOUMOCTBIO 2,1-2,5 MIIH. A0ju1apoB. DTOT 4yJo-TipenapaT  MpeAHa3HaueH is YCTpaHEHUs
reHetnyeckoil npuunHel CMA myTeM 3aMeHbl 1e(h)eKTHOro Win oTcyTcTBytomero rena SMN1 Ha
ero (yHKIMOHAIBHYIO KOIHWIO i OCTAaHOBKH MporpeccupoBaHusi 3aboneBanus. [Ipemapar
BBOJMTCSI OJHOKPATHO U BHYTPUBEHHO. MITOroM cTaHOBUTCS HOpMasibHas BbIpaboTka Gesnka SMN
Y COOTBETCTBEHHO IMOJHOE HCIIETICHHE CIUHATBHO-MBIIICUYHON aTpodun, 4TO HEOTHOKPATHO OBLIO
JIOKA3aHO KJIMHUYECKUMHU MCCJIEIOBAHUSMH M YCICIIHO TOJTBEPKIACHO MHOTOUYUCICHHBIMHU
pe3yibTaTaMu JIEUECHHUs IPYTUX JeTel, B ToM uucie u B Poccuiickoit denepanun!

Harmme#t cembe He yaanoch cobpaTh BCIo cymmy, 4ToObI Catia ycresn moJyquTh JeYeHUE 0
JIBYX JIET.

Ho x cuactpio, 19 mas 2020 roga maHHbIid penapat og00peH EBporelickum coro3oM, T7ie
OBUIO CHSTO BO3PACTHOE OTrPAaHWYCHHE U BEIyIIUM KpUTEpUEeM MpUMeHeHus «Zolgensmay
(3onrencma) cran Bec pebeHka, He Oonee 21 kr. Hama cempst TBepmo pemmia, uro CamreHbka
JIOJKEH JKUTh KaK OOBIUHBIN peOeHOK, M MBI JJOJDKHBI CAENaTh BCE BOZMOXKHOE I TOTO, YTOOBI OH
TOJTYYHIT JISYCHUE JTAHHBIM TPErapaToM.

Hama cembs 0OBsSIBUIA CpPOYHBIN COOp JEHEXKHBIX CPEICTB Ha JIEUEHUE ChIHA. MBI
pasMmecTiiii  MHQOpPMAIMIO B COIMHUANBHBIX ceTsix, B CMMU, oOpartmimck BO BCEBO3MOKHBIC
onmarorBoputenbHbie GoHabl Poccun. K coxkaneHuio, OTBETHI OT KPYMHBIX HM3BECTHBIX (DOHIOB



OTpHUIaTeNIbHbIE, TaK KaK OHH MEPENOIHEHBI U MPOCTO HE CIPABIISIIOTCS C 00BEMOM MOJIYUYEHHBIX
3asiBok. Ceituac Hac monaepxuBaeT brarorBopurenbHbiii Goua «Mutocepauey, HO cymMMa coopa
s doHna HemoabeMHas. Ha ceromusmHuii J1eHb, K COXKaJeHHIO, HAM yIaioch coOpaTh 4YyTh
oosee 35 MuH. pyOIei.

B naHHBIT MOMEHT, M3-3a cUTyaluu ¢ snuaeMuel koponasupyca COVID-19, neuenne B
3arpaHUYHBIX KJIMHUKAX HEBO3MOxHO. K cuacThio, kopmopaius Novartis International AG,
rapaHTHpyeT JO0CTaBKy Impemapara «Zolgensma» (3onrencma) B Poccuiickyto ®eneparuio B
cootBeTcTBUM ¢ DenepanbHbiM 3akOHOM Ne61-D3 «OO6 oOpaiieHuu JTEeKapCTBEHHBIX CPEICTBY.
CymMma cuera 3a mpemapar Oyaer cocTaBiarh 2,125 MiIH. J0U1apoB, a camMo JIYCHHE |
peabunuTanus Oyaer npoxoauTh B Poccuiickux kiamHukax. K coxxanenuto, B Poccun naHHBIN
npernapaT He 3aperucTpUpOBaH, MOATOMY (MHAHCHUPOBAHUE OIUIAThI CaMOro Iperapara 3a CYeT
OI0JKETHBIX CPEJICTB HEBO3MOXKHO.

Ceiiuac peOEHOK CHIUT TOJBKO C MOJJCPXKKOM, CIIMHKA YXe ocialia, ornopa B HOXKaxX
OTCYTCTBYET, JBHTATCIIbHbIE (YHKIMH YK€ TMOTEPSHBI, IOCTCIICHHO YXOIUT TJOTaTeIbHAS
¢bynkums. Ho, ecnu moctaButh 3Ty mH(py3u0 — MyTupoBaHHbId reH SMN1 Oyaer 3aMeHeH Ha
nosiHotleHHBIH reH SMN1. benok cHOBa HauHET MOCTYNAaTh B MBIIIIBI, U OHH HA4YHYT paboTaTh
nmojaHoIeHHo. Yem ObicTpee OyaeT coOpaHa HEoOXoauMas CymMMa, TeM JIydile jisg peOeHKa U TeM
ObICTpEC OH BOCCTAHOBHUTCS H OyJIeT MOJHOWEeHHO :KuTh! [lo ycioBwsiM, NPUHATBIM B
EBpomneiickoM coro3e JiekapcTBO BBOAUTHCS AETIM BecoM A0 21 kunorpamma. Ceituac Ham Camna
BecuT 15 kr. Tak kKak peOCHOK HE MMEET BO3MOXKHOCTH JIBUTAThCS CAMOCTOSTEIBFHO, OH HaOupaer
Bec ObIcTpee, ueM JeTu ero Bospacta. Yem Owictpee Calmia MmoiayduT JIEKapcTBO, TeM Oolee
BBICOKHE IIAHCHI HA €T0 MOJHOE BOCCTAHOBIICHHUE.

JKu3Hb yenoBeka — 3TO camMo€e LIEHHOE, YTO Y HETO €CTh, a LIEHHEE 3/10POBbS U KU3HU CBOETO
pebeHKa HEeT HUYEro Ui KaKIOro poauTeNs. BOT TONBKO JKM3HB y HAIIEro peOCHKA IBITACTCS
OTHATH CTpallHoe 3abojeBaHHe — CIWHAIbHAs MblmeyHas atpodusd. llpemapar «Zolgensmay
(3onrencma) — 3TO peabHbIN MIAHC CHACTH KU3Hb HaIllero peoeHka!

K coxaneHuto, naHHas KpuUTHYecKas cHUTyalus MoOyXkaaeT Hac oOpaTtutbcs Kk Bam 3a
[IOMOLIbIO, Belb 00bIYHOI ceMbe U3 ropoaa EdpemMoB HeBO3MOXKHO co0paThb TAKYH) CYMMY
CAMOCTOSITEJIBHO.

I'yoepuarop Tynbckoit 00jacTH IMOIAEpIKad HAIly CEMbIO BO BPEeMS JUYHOW BCTPEUH H
MPOJOJKAeT OKa3blBaTh HaM OrPOMHYIO HMH(OPMAIMOHHYIO MOIAEpkKy, o Carle Mmoka3blBaIu
penoptaxku 1o 1 Tynbckomy KaHaiy, Takke 21 Mas Ha enepabHOM 5 KaHalle JIeHb J0OpBIX A€
ObLT TOCBsIIeH HameMy pebeHky. Kpome Toro, Ham yxe okazaiu MaTepuaibHYI0 MOIICPKKY Kak
KpynHbIe mpeanpusitus TynbCcKoW oO0JacTu, Tak W MHoOrue HeOousbmue mnpeanpustus. K
COKaJICHUIO, TOTO HEJIOCTATOUYHO, YTOOBI 3aKPHITh CYMMY.

be3 Bac u Bamero ko/uiekTuBa HaM He cnpaBuTcs! Toabko momaep:Kka KpPYNHbIX
KOMIIAHWHA M 00JIBLIIOT0 KOJIMYEeCTBA JII0eil MOKeT CIACTH Hallero Majablma. Ymoisem Bac,
He npoxoautre Mumo! Ilpocum Bac noectu uHdopmanmio o HameM Manbuuke 10 Bammx
COTPYJIHUKOB, 1a)Ke MaJleHbKasi CyMMa BHOCUT OTPOMHBIN BKJIaJ] B ClIaceHUE Haliero pebeHka!

M1 yBaxkaem mo0oe Bame pemienune, HO Bce ke Hajaeemcs Ha Bamy ¢unaHcoByo u
nHpopMalMoHHY0 nomolls! 3apanee cnacnu6o!

C yBaxeHUEM, CeMbsi APXUITOBBIX. vl el Loy L2 it~

K maHHOMY MUCHEMY TIPHUIIATaOTCs CICIYIOIINE TOKYMEHTHI:

CBUIETENBCTBO O POXKICHUN AJleKcaHapa ApPXUIIOBa;

Menunmnnckoe 3aknouenne HUU [lennatpuu;

Pesynprar JIHK-ananusa;

Koncynbranusa mesposiora ['eHomen;

ITucemo OO0 «HoBapruc dapmay» 0 crouMocTu npenapata «Zolgensmay (3onreHcma)
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I[Tucemo OOO «Homaptuc ®apma» 0 BO3MOXHOCTH TPUMEHEHHS Ipenapara
«Zolgensmay (3onrencma) nmocie 2x JIeT coriacHo EBporneiickoii HHCTpYKIUU
PexBU3UTHI 7151 MaTEpUAIBHON TOMOILIH.

Horosop b® «Mwunocepaue»

JIucroBka



