Hdoporue apy3bs!

B okTtabpe 2018 ropa cnyuymnocb caMoe pajoCcTHOE cobbiTME B HAllEM XU3HU —
poaunach Hawa agoveHbka MpuHa. Ho, K coxxaneHuto, NoYTn cpasy Nocsne e€ NnepBoro
OHA POXOEHUS Mbl Y3HaNU, YTO Hawa Mpuwa cTpagaeT OvYeHb PEOKUM U TAXENBIM
reHeTUYeCcknuM 3abosieBaHMEM — CMMHANIbHOM MbllLeYHOU aTpoduen.

B pesynbTate HapylleHUs BblpaboTKU onpeaenéHHOro 6enka n3-3a oTCyTCTBUSA reHa
SMN (survival motor neuron) Mbiwubl Tena Mpuwn ¢ KaxabiM AHEM CTAHOBSATCH
cnabee. [MpU NONHOCTBIO COXPaHHOM UHTENNEKTE Halwa Mpuila yMeeT TONbKO CUAETh
M NepeBOPAYMBATLCS, HO HUKOrga HE CMOXET CTOATb U XO4UTb. BonesHb NOCTOAHHO
NPOrPEeCcCUPYET, U Mbl MOCTENEHHO ByAeM TepsATb AaXKe 3TU ABUraTesNbHblE€ HaBbIKMU,
NOKa HAaKOHEeL, CU HE NULLIATCSA HALUW NOTATENbHbIE U AbIXaTENbHbIE MbILLLbI.

B niobon 6onesHn rnaBHoe - Bpems. OHO, Kak NpaBuno, paboTtaeT NpoTMB Hac.
Bnaropaps pa3BuTUiO HAayKM MNOSIBUNOCH YHUKANIbHOE NEKAPCTBO, UCNpaBiastoliee
reHeTuyeckyo nonomky. OHo HasbiBaeTcs ZOLGENSMA. Hawa 6one3Hb 6bina
HEM3NEUYMMOMN eLlE HECKONbKO JeT Has3aj, HO He cenvyac. DTO NeKapCTBO
OCTaHaBnuBaeT 6ONe3Hb, OAHAKO ero CTOMMOCTb A1 Halwel CeMbU HENOAbEMHAS:
oHa Bapbupyetca ot 2,1 MaH po 2,5 Mmnn ponnapos CLUA (o1 132 MnH go 155 mMnaH
pybnei no kypcy Ha 24.01.2020) B 3aBMCMMOCTM OT 3aTpaT Ha MeAULUMUHCKOEe
obcnyxumeaHue. KpoMe 3Toro, nedeHme HeobxoguMO MPOBECTU OO [OCTUXKEHUSN
AByxneTHero Bo3pacta. Hawen Upuwe yxe 1 rog u 3 mMecsiya, No3TOMYy BPEMEHMU
COBCEM Masno, HO Mbl MEYTAaEM BOCNO/Ib30OBATLCH LUAHCOM.

NcTopuio 60pbbbl ¢ 60NE3HbIO Mbl PacCcKa3biBaeM Ha Hallel cTpaHu4dke B Instagram -
@irinashestakovawillgo.

Mbl BOOXHOBNEHDI ABYMSA yCnewHbiIMK npunMepamMmn noMOoLULn ManbillaM U3 Poccuu ¢
I'IO,EI,O6HbIM ONAarHO30M. Ha,u,eeMcn, YTO Mbl TOXE CTaHEM NMPUMEPOM U Hall ONbIT
NOMOXET APYyrmMMm ManbillaM nonyvynTb nevyeHune.

Mbl ob6paltaeMcs K HAaWKUM ApY3bsSM U BCEM HEPABHOAYLUHbIM JIIOASM 33 NOMOLLbIO.
Mbl Ha CBOEM OnbiTe ybeamnnch, Kak MHOro B HaleM MuUpe fobpbIX U OT3bIBYMBLIX
nopen. 3a NnoMolblo 0bpalaTbca OYeHb CTECHUTENbHO, HO He CTbigHO. Beab B
NoAoBHOMN CUTYaLUM MOXET OKa3aTbCs N0HOMN.

OT BCcero cepaua 6narogaprm 3a NOMoOLLb U OT BCEN AYLUU XKENAEM 30,0POBbS BaM U
BalUUM BAN3KUM!

®duHaHcoBasa noMouwb ansa Upuwiu:

KapTta Cb6epbaHka: 2202 2013 7457 8777 (Enena OMutpuesHa LL.)
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