=]
OnybnmkoBaHo Ha LLBenuapmsa: HOBOCTU Ha PyCcCKOM fA3blke (https://nashagazeta.ch)

CyacTtnuebin ounet norepem Novartis |
Une loterie médicale de Novartis

Auteur: 3appuHa CanmmoBsa, basenb , 02.01.2020.

© Novari |

Co 2 aHBapsa KoMnaHua AveXis, NpuHagfiexallas Wweenuapckomy gapmMaLesTu4eckomy
ruranTy Novartis, Ha4yHeT pacnpenenaTb 6ecnaaTHoO, NO NPUHLMNY JoTepeun, CaMblin
0OpOoron nekapCcTBEeHHbIN npenapaT B Mupe - Zolgensma, npegHa3Ha4YeHHbIN A9 NeYeHns
CMUHANbHON MbILLEYHOW aTpodun y aeTen.

A partir du 2 janvier, AveXis, une entreprise du géant pharmaceutique suisse Novartis, va
offrir le Zolgensma, médicament le plus cher du monde, par tirage au sort aux enfants
souffrant d’amyotrophie spinale.
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CnuHanbHasa MbiwevyHasa aTpodusa (CMA) - 3To reHeTmnyeckoe 3aboneBaHune, cBA3aHHOE C
MyTaumamm reHa SMN1, koTopbin kogupyeT 6enok SMN, HeobxooUMbIN ONS BbIXXNBAHUSA
MOTOPHbIX HENPOHOB, KOHTPOJIMPYIOLLMX MbILLUEYHY PYHKUMIO. be3 SMN MOTOpHbIe
HenpoHbl MormbatoT, B pe3ynbTaTe 4Yero HapyllaeTcsa paboTa MycKynaTypbl HOT, LLeN,
ronosbl. bosibHble CMA nCnbIThIBAOT TPYAHOCTU C AblXaHUEM U r10TaHUeM, He MOryT eCTb,
CuaeTb, CaMOCTOATESIbHO XOAUTD.

Bone3Hb nopaxkaeT B cpeaHeM 1 n3 10 000 HOBOPOXXAEHHbIX BO BCeM Mupe. Hanbonee
HebnaronpusaTHLIM CYUTAETCA MadeHYeckuii Tun CMA, KOTopbIl MPOSBASETCS Y Masiblleln
B BO3pacTe [0 6 MecsiLeB - B 3TOM C/lydae CpeaHsisi NPoao/IKUTENbHOCTb XXMU3HW YacTo He
npeBbIlLAeT ABYX JeT.

B mae 2019 ropa YnpasneHue No caHUTapHOMY Ha430py 3a Ka4eCTBOM MULLLEBbIX
npoaykToB n MmeagukameHToB CLLUA (FDA) opobpuno ana nedyenna CMA y neten oo AByx neT
WHHOBALIMOHHYIO reHHYto Tepanuto Zolgensma (AVXS-101), pa3paboTaHHYO KOMMNaHMEN
AveXis, Bxoasuwen B weenyapcknm koHuepH Novartis. B xone ogHOKPaTHOMN NMHBbEKLUN
npenapata geekTHbIn reH SMN1 «3aMeHsAeTcA» Ha paboTatoLLyto konuto. B opraHusme
naumeHTa HadynmHaeT npoussoanTbcs 6enok SMN, a BbDKMBLUME MOTOPHbIE HEVPOHDI
HOPMaJIbHO (PYHKLUMOHUPYIOT. B pe3ynbTaTe, COCTOAHME AeTel 3Ha4YUTeIbHO yJy4llaeTCcs.
Ha odmumanbHoOM canTte Zolgensma pa3MelleHbl BUAEOPOSINKN, Ha KOTOPbIX MOXHO
yBUOEeTb AeTeNn, y4aCTBOBABLUNX B KJIMHUYECKUX UCNbITaHUAX Zolgensma n noay4mseLUnx
WHBEKLMIO B BO3pPACcTe HECKOJIbKMX MecsueB. Tpu roga cnycTsa oHu urpatoT, 6eraioT,
KaTalTCH Ha Beslocunee, Kak Bce obblyHble feTu. Ycnex ie4eHns, Brpoyem, 3aBucnuT oT
MHO>XeCTBa (pakTOpPOB, B HaCTHOCTU, OT CTaAunN N TsHkecTn 3aboneBaHuns.

OpHoKpaTHasa nHbekumnsa Zolgensma, koTopas MoXXeT nogapuTb BONbHLIM AETAM LWAaHC Ha
MOJIHOLLEHHYIO XXN3Hb, CTOUT OK0J10 2,2 MJIH (ppaHKOB - 3TO CaMbIl LOPOron npenapaT B
Mupe. Ha HacTosAWMN MOMEHT JIeKapCTBEHHOE CpeacTBo oao0bpeHo Tonbko B CLUA.

B cepeanHe nekabpsa komnaHmsa AveXis o6bsBuna o Havasne becnaaTHOW NporpamMmbl
pacnpeneneHns Zolgensma. K yyactuio B nporpamme gonyckatotcs 6onbHble CMA B
BO3pacTe 00 ABYX JIeT, NPOXXMBaKOLWME B TeX CTPaHax, rae npenapatT noka He oaobpeH.
HauynHaa co 2 aHBaps, 3anpoc OT UMEHW NMaumMmeHTa MOXXEeT HanpaBuTb ero sievyawunm spay
Ha agpec AveXisMAP@DurbinGlobal.com. s npoxo)xaeHns Tepanmn TakXxe Heobxoammo
pa3peweHne MmnHigpaBa TOW CTPaHbl, F4e HaXoAUTCA NaLUNEHT.

CyacT/IMBYMKK, KOTOpPbIE NoslydaT becnnaTHoe neyeHune, 6yayT BbibpaHbl MO NPUHLUNY
notepew. Pa3 B oBe Hegenn crneunanbHas kKomuccma 6yaeT NpoOBOANTL PO3bIrPbill U
ByKBasbHO TAHYTb Xpebuii. Te, KTO He 6bi1 0TO6paH B 3TOT pa3, CMOryT y4acTBOBaThb B
cnepyouwen xepebbeke. B obuien cnoxHoctm B 2020 rogy AveXis ninaHUpyeT BbINYCTUTb
100 6ecnnaTHbIX 403 Zolgensma, KOJIMY4eCTBO KOTOPbIX OrpaHNYeHO NMPON3BOACTBEHHbIMN
MOLLHOCTSAAMW KOMMAHUW - MpenapaT Noka Nponu3BoANTCS TOJIbKO B OHOWN aMepPUKaHCKOWN
nabopaTtopun.

PeweHne pacnpenensaTb No NPUHLNNY I0OTepen XXU3HEHHO HeobxoanMbln NpenapaT
Bbl3BaJI0 KPUTUKY BO MHOIMX CTpaHax Mupa. Tak, LLsenuapckas penepaums naymneHToB
CYMTaeT, YTO NporpaMma Ha caMoM [eJie ABJieTCsA CNocoboM oKa3aTb faBJsieHne Ha
Apyrue cTpaHbl, 4Tobbl oHN oaobpunnu Zolgensma, coobuwaeT RTS.

Accoumnaumsa naumeHTos SMA Europe BbinycTua cneunasbHOe KOMMIOHMKE, B KOTOPOM
OTMEeTWNA, YTO KaXkaas CrnaceHHas XWU3Hb - 3TO Aap, HO, TeM He MeHee, Ha3BaJsla NoaAxon
AveXis cCnoOpHON NPaKTUKOW, KOTOopasi 3aCTaBUT AeTen CoOpeBHOBaATbCA Mexay cobon.
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KoMnaHua AveXis npu3HaeT, 4TO 3Ta NporpaMMa He CTaHeT pelleHneM ON15 BCeX CeMel BO
BCeX CTpaHax, HO MOAYEePKMBAET, YTO OHA OCHOBAHa Ha «MNpuUHUMMNax CNpaBeaIMBOCTH,
KIMHNYeCKon HeobxoanmocTun n rnobanbHOM AOCTYNMHOCTN, YTOObl Hanny4ywmnm obpasom
obecneunTb CNpaBenIMBoOE pacnpenesneHne KOHe4YHoro Yyncaa no3, He oTaaBas
npeanoyTeHmne ogHoMy pebeHKy nnm KOHKpeTHOn cTpaHe». MNMpun pa3paboTke NnporpamMmbi
AveXis coTpyaHuYasna C HeE3aBUCUMbIM KOHCYJIbTaTUBHbIM KOMUTETOM Mo B1o3TuUKe.
NpencTtaBuTEs/Ib KOMMNAHUM TakXXe 0TMeTus B KoMMeHTapun WS, 4To 3To TpyaHasd
3TNYeCcKasa AnseMma, N naeasibHOro peLeHns HeT.
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