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2 ceHTAbps 2019 roaa
YBarkaemble uneHbl npasneHna CMA Espona,

B oTBeT Ha Ball 3anNpoc O CBeAEHUAX, KacaeMblX TEKYLLMX UCCNeA0BaHMII KOMNaHWUK Biogen B 061acTh cnuHanbHOM
MbILWEYHON aTpodumM, Mbl pasbl NOAEANTLCA C BaMW UHbOpMaLMeld O HeAaBHO MpefCTaB/lEHHbIX pe3ysibTaTax
nccnegosaHna NURTURE. UccnepgosaHnme NURTURE - aTo HaxopgsAweeca Ha BTopoi ¢ase npogosrKatouieeca
OTKPbITOE UCCef0BaHMe HycMHepceH ¢ yyactuem 25 nauneHtos co CMA, KoTopbie Noy4nam NepPBY MHBEKLMIO 4,0
LIeCTU Heae b XKU3HU NPeACMMNTOMATUYECKN.

Bo Bpema uccnefoBaHUA, HycMHepceH bbin BBeAEH 25 MnafeHLam C reHeTMYeCcKn NoaTBeEPKAEHHBIM ANAarHO30M
CMA B BO3pacTe WeCTU Heaenb UM maagLe B npeacumMnTomaTnyeckon ctagmmu. CKopee BCEro, Npu ecTecTBeHHOM
TeyeHuM 3aboneBaHus, y HUX Bblna Bbl AMArHOCTUPOBaHA CNMHANbHAA MbllweYyHas aTpodua 1 nam 2 Tuna.

MNocneaHune pesynbtatbl 661U 0bULMANBHO NPEACTaB/EHbl HA exXeroaHon KoHdepeHumm Cure SMA B AHaxalime,
KanndopHus (28 mtoHa-1 nons 2019 r.) n Ha 5-m KoHrpecce EBponeiickoli akagemun Hesposiormm (EAN) B Ocno,
Hopserusa (29 uioHa-2 uiona 2019 r.).

Bce y4yacTHMKM uMccnepoBaHWa (Ha MOMEHT MNPeAOCTaBNEHUS AaHHbIX) KMBbI, HE HYXKAAANCb B MOCTOSHHOM
BEHTUIALMMN NETKUX U MOTIN CAMOCTOATENIbHO CUAETb, B TO BPEMSA KaK NPU eCcTecCTBEHHOM TeYeHUN 3a60/1eBaHNA HU
oanH naumeHT co CMA 1 Trna He cmor 6bl 3Toro caenaTb, a nauneHtTam co CMA 2 Trna noHagobunack 66l NnomoLp.
B uenom, nccnenoBaHWe Nokasano, YTo sieyeHne HYCMHEePCEHOM XOPOLIO MEePEHOCUTCA MaumeHTaMu U He 6blio
NoJly4eHO KaKMX-NMO6O COMHEeHWM B 6e30MacHOCTM Tepanuu Ha MPOTANKEHUM YETbIPEX SIeT NPUMEHEHUSA 3TOM
Tepanuu.

Tak Kak uccnepgosaHne NURTURE Ha AaHHbIN MOMEHT NPOA0KaeTCs, cieyeT OTMETUTb, YTO 3TU NPOMEKYTOYHblEe
pe3ynbTaTbl AOMONHAIOT CaMoe ANIUTe/IbHOE MUCCeA0BaHUE NpeacMmnToMaTUYeckmx geteit co CMA. Mocne 45,1
MecsiLEeB aHaAM3a U UCCNef0BaHUM, HYCUHEPCEH NPOAO/IKAET A4EMOHCTPUPOBATL IPPEKTUBHOCTL M HE30NACHOCTb
Mo CPaBHEHMUIO C ecTecTBEHHbIM TeyeHnem 3aboneBaHus. CpeaHW CPOK TePANMM COCTaBAAN NOYTU TPU roga, Npu
3ToM 88 NPOLEHTOB Y4aCTHUKOB UCCNEA0BAHMA NPUOBpPENM HaBbIK Xo0Abbbl 6€3 NOAAEPKKN, MPUYEM MHOTUE U3 HUX
[enann 3To B NpPUBbIYHbIE CPOKM PasBUTUA ANA MAnajeHueB. Kak WM3BECTHO, MPW ecTeCcTBEeHHOM TevyeHUH
3aboneBaHunA naumeHTbl co CMA 1 nam 2 TMna HUKOr4a He MOTyT XOAUTb CaMOCTOATE/IbHO. ITU HOBble AaHHble
NMOKa3blBaOT, YTO Y MNALUMEHTOB, NOYYABLUMUX HYCUMHEPCEH, HAbAO4AN0Ch NOCTOAHHOE YNyYLIEHNE HAaBbIKA CUAEHMUA
M xoabbbl 6e3 noanep’Kku, Npu sTom nogasnstowiee 60/bLWMHCTBO NaLMEHTOB NpuobpeTann AaHHbIE MOTOPHbIE
HaBbIKMN B COOTBETCBYIOLLME HOPMAM Pa3BUTUA CPOKMU.

Mbl xoTenn 6bl nobnarogapuTth Bce cembi nauueHtToB co CMA, MeAUUMHCKMIA nmepcoHan M uccnenosaTenei,
KOTOpble MPOAO0/KAT NomoraTb Ham cobupaTb 3TM BaKHble AaHHble U MHbopMaumio. Mbl Takke xoTenun 6bl
nobnarogaputb «SMA Europe» 3a Ux NOCTOAHHOE COTPYAHNYECTBO.

Kak KomaHaa, Mbl OCTaemcs NpeaaHHbIM NapTHepoOM 3Toro coobuiectsa v byaem AOCTYMNHbI ANA NPeaoCcTaBAeHus
O0MNONHUTE/IbHbIX AAHHbIX U 0BHOBAEHMIA MO 3anpocy.

C yBaxeHuem,
KomaHga Biogen SMA



