MSK Kids

OBPA3OBATEJIbHbIE MATEPUATIbLI A1 MAUVEHTOB N Y XAXNBAIOLLIX 3A
HAMW JTNL,

Nusinersen

ITOT BOKYMeHT, npepocTasneHHbin UpToDate® Lexidrug™, copepxuT BCio
HeobxoguMyto NHPopMaumIo O NpenapaTe, BKIOYas NokasaHuns, cnocob
npuMeHeHns, No6o4Hble 3pPeKTbl U cnyyaum, NP KOTOPbIX HeobxoanmMo
CBSI3aTbCS C BalLMM NOCTABLMKOM MEAULMHCKNX YCNYT.

Toprosble HammeHoBaHus: CLLIA
Spinraza

ToproBblie HanMeHoBaHuA: KaHapa
Spinraza

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

¢ [lpnMeHseTCca oNa neYyeHNs MbilLle4YHor aTpodumn.

Y10 Heobxoaumo coobwnTb Bpayy, NPEXOE YEM mon
pebeHOK NpUMeT AaHHbIV IeKapCTBEeHHbIV Npenapat?

e Ecnn y BaLlero pe6eHKa anneprnd Ha OAHHbIN npenapar, noOble ero
cocCTaBdlowne, gpyrme npenapatbl, NPOAYKTblI MTMTaHUA U BeLleCTBa.
COO6LIJ,I/ITe Bpa4y 06 anneprnnmm o ToOM, Kak OHa npodssianacb y pe6eHKa.

CoyeTaHme 3TOro npenaparta C HEKOTOPbIMU JieKapCcTBaMn 1 3aboneBaHNaAMU
MoXeT ObITb HebnaronpusaTHO.

[MpOKOHCYNbTUPYNTECH C BPa4YoM nnn dapmaLeBTOM OTHOCUTENIbHO BCexX
NeKapCTBEHHbIX NpenapaToB, KOTopble NPUHMMaeT Bawl pebeHok (Kak
peuenTypHbIX, Tak U NpnobpeTaemblix Oe3 peuenTa, HaTypasbHbIX NpenapaTax
N BUTAaMUHaX), a Takxe o npobnemax c ero 3goposbeM. Bam Heobxogumo
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YOOCTOBEPUTbLCS, YTO NPMeM faHHOro npenapaTa 6e3onaceH npu

3aboneBaHuaX Bawero pebeHka U B COMeTaHNN C APYrMMU NTEKaPCTBEHHbIMU

npenapaTamMu, KOTOPbIE OH y)Ke NpuH1UMaeT. He cnegyeT Ha4yMHaTh,

npekpaLwiaTb NpPMeM UM U3MeHATb O3NPOBKY Kakoro-nmbo nekapcTBeHHOro
npenapaTa, KOTOPbIN NPMHUMaeT Ball pebeHok, 6e3 cornacoBaHuns C BpavoM.

Y10 MHe Heo6xoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOoK NpUHUMaeT fAaHHbIN NpenapaTt?

e CoobwunTte BCEM MEONLMHCKMM paboTHMKaM, obecneymBatowLnM

MeauunHckoe obcnyxmneaHmne Bawero pebeHka, o ToM, 4To Baw pebeHok

NPUHUMaET 3TOT JiIeKapCTBEHHbIN NpenapaT. DTO Bpa4in, MeacecTpbl,
¢dapmaueBTbl U cTOMaTonorun Bawero pebeHka.

e CnegunTte 3a TeM, 4TOObI pebeHOK NPOXOANST aHaNn3bl KPOBU N gpyrue
nabopaTopHble aHanNM3bl B COOTBETCTBUN C YKa3aHUAMIN BpaYa.

e Baw pebeHok MoXxeT cTaTb 6onee nogBepP>XEeHHbIM KPOBOTEYEHUSAM.

MpuMnTe Mepsbl, YTO6bI Baw pebeHok cobntogan oCcTOpoOXXHOCTb 1 nsberan
nonyyeHuns TpaeMm. lNpocneguTte, 4Tobbl Baw pebeHoK Nonb3oBancs MArkom

3yBGHON LLEeTKO.

¢ Ha ¢poHe npuema nogobHbIX NpenapaToB OTMEYaNInUCb HaPYyLLUEHNS CO

CTOPOHDbI NMNO4eK. NHorpa Takue HapyweHns Oblnn CcMepTesibHO ONaCHbIMN.

[MPOKOHCYNbTUPYNTECH C BPAYOM.

Ecnu Bawa po4yb 6epemeHHa unm kopMnt pebeHka rpyablo:

¢ [TpOKOHCYNbTUPYNTECH C BPAayYOM, eClniv Balla o4b 6epemMeHHa,
3abepeMeHena unm kopmut pebeHka rpyabilo. Heobxognmo 6ypeT
obcyonTb NnpenmyLiecTBa 1 PUCKN Ois Ballen govepu n ee pebeHka.

O kaknx no6o4HbIX 3pPpekTax MHe cnegyeT HEMeJIeEHHO
coobuatb nevyawlemy Bpavy moero pebeHka?
MPEOYNPEXXOEHNE/NMPEOOCTEPEXXEHUE: XoT4 1 B pegkux cny4vasx, HO y
HEKOTOPbLIX NaUuMNeHTOB npmneM AaHHOr o JieKapCTBeHHOI o rpenaparta MoXeT
BbI3blBaTb O4€Hb Cepbe3Hble, a NHOIrga n cMepTesibHO ONnacCHble nob6o4Hble
3¢ PekThbl. HemepneHHo ceaXnTeCh Cc Bpa4yoM Bawlero pebeHka nnum
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obpaTnTech 3a MegMLUUHCKON noMoLLblo, ecnn y Bawero pebeHka nmeetcs
no6or n3 nepeyncneHHbIX HUXXe NPU3HakoB NN CUMNTOMOB, KOTOPbIe MOTyT
ObITb CBA3aHbI C O4YEHb TXKeNbIM NO60YHbIM 3P PeKTOoM:

Mpu3Haku anneprnyeckon peakumm, Takme Kak cbifb, KpanueHnUUa, 3ya,
NOKpacHeBLLAad N oTe4YyHas KoxXka C BONAbIPAMU U LWeNyLleHNneM, BO3MOXHO
B COYeTaHUN C NNXOPaAKoW, CBUCTALLLee Unn xpunsLiee abixaHue,
CTeCHeHMe B rpyan unv ropne, 3aTpyaHeHHoOe AbiXxaHue, roTaHue Unm peb,
HeoOblYHasa XpPUNIOCTb, OTEYHOCTb B 06nacTu pTa, Nnua, ryo, a3bika unm
ropna.

MNpwu3Haku npobneM c noykamu, B T. 4. OTCYTCTBME MOYENCNyCKaHun],
n3MeHeHne o6 beMa MoUm, KPOBb B MoYe NMbo peskunini Habop Macchl Tena.

an/I3HaKI/I I/IHCI)eKLI,I/II/I Mo4yeBbiBOOALLNX FIYTeIZ, B T. 4. KPOBb B MO4¢e, 4yBCTBO
XOKeHnSA nnm 6onesble owyueHna npmn MmovyencnyCckaHmm, 4acrtble nnn
YPreHTHble NOo3biBbl K MO4YEeUNCnyCckaHuio, Xap, ©0/b B HMXXHEN YaCcTun XXNBOTA

nnn B obnacTtun tasa.

¢ [loBbiLeHMe TeMNepaTypbl, 03HOO, 60Nb B roprie; NosBeHNe
KPpOBOMNOATEKOB U KPOBOTEYEHNI NO HEOOBACHUMBIM MPUYNHAM;
Bblpa>X@HHOE YyBCTBO YCTaNoCTn unm cnabocrtwm.

¢ |[IamMeHeHune uBeTa MOKPOTHI.
e OpblLiKa.

e Kawenb.

e bonbByxe.

e [lapeHunsq.

KakoBbl HeKOoTOpble gpyrne no6o4Hble 3¢pPpekTbl LAHHOIO

NleKapCTBEHHOr o npenaparta?

Jliob6o1h nekapCcTBEHHbIN NpenapaTt MoXeT MMeTb Nob6ouYHble 3pPpekTbl. OgHako

y MHOrux niogen no6o4Hblie 3dpdekTbl NMO6O He3HaunTenbHble, NM60 BoOO6LLEe

oTcyTcTBYlOT. CBAXUTECH C BpayoM Bawero pebeHka nnm obpatutech 3a
MeaULMHCKOI NOMOLLbIO, eCnn NI0OON N3 3TUX NN OPYTrUX NOOOYHbIX
3¢ PekTOoB BecnokounT Bawero pebeHka, Unm ecnv oH He NPoXoaunT:
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e [MpusHaku npocTyabl.

e 3anop.

e [onoBHasa 60nb.

e bonun e cnuHe.

e [asoobpa3zoBaHue.

e [loTepsa Beca.

e PBoTa.
[aHHbI CNNCOK BO3MOXHbIX MO60YHbIX 3P PEKTOB He ABNAETCH
ncyepnbiBaowmm. Ecnn y Bac BO3HMKNM BONpPOChl KacaTeNlbHO NOBOYHbIX

3¢pPekTOB, 06paTUTECh K Bpayy Bawero pebeHka. lMpokoHcynbTUpynTech C
Bpa4yoM Bawero pebeHka oTHOcnTeNbHO NOHBOYHbIX 3¢dPeKTOB.

Bbl MOXKeTe coobLwnTb 0 PasBUTUM NOOOYHbIX 3¢ PeKTOB B HALMOHANbHOE
ynpasiieHne 3apaBOOXPaHeHNs.

Kak ny4yLie Bcero gaBaTb 3TOT IeKapCTBEHHbIV NpenapaT?

[aBanTe gaHHbIN NpenapaT Bawemy pebeHKky B COOTBETCTBUN C
npegnucaHnaMmn Bpaya. lNpouynTtanTe BCIO npenocTaBneHHyto Bam
nHpopmaumio. CTporo cnegymnte BCEM UHCTPYKLMNAM.

e [1ng cnyHanbHbIX UHbEKLWIA.

Yto penatb, ecnu Mo pebeHOK NpoNyCcTUT NpUeM ,03bl
NeKapCcTBEHHOro npenapaTta?

o CBsaxuTtechb c BpayoM Baluero pebeHka, YTobbl BbISCHUTb X0 AallbHEeNLLNX
0encTBui.

Kak MHe xpaHuTb n (nnn) BbIOPOCUTL 3TOT JIeKAPCTBEHHbIN
npenapart?

e Echneam HeO6XOD,I/IMO XPaHUTb 3TOT ﬂeKapCTBeHHbIIZ npenapart goMma,
y3Ha|7|Te ycnoBud ero XxpaHeHnd y Bpa4da BaLlero pe6eHKa, MencecTtpbl WJIN
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dapmauesTa.

O6wume cBegeHMs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cumnToMbl nn HapyLleHNs COCTOSAHUA 300poBbs Bawero pebeHka He
YMeHbLUaTCA, U OTMevaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

e He penutecb nekapcTBOM Ballero pebeHka c opyrumMm n He gaBaliTe Ybe-
nnbo nekapcTBO BalleMy pebeHky.

e XpaHunTe BCe NIeKapCTBEHHbIE NpenapaTbl B 6e3onacHOM MecTe. XpaHute
BCe NIeKapCTBEeHHble NpenapaTbl B MecTe, HeOOCTYNHOM /19 AeTen
OOMALLUHNX XNBOTHbIX.

e YTUNnsnpymnTte HemcnoJsib3oBaHHble NIeKapCTBEHHbIE NpenapaTtbl Un
npenapaTtbl C UCTEKLLMM CPOKOM rogHOCTU. He BbiNMBanTe B TyaneT unm
KaHanmsaumio 6e3 cooTBeTCTBYIOLLUX YKa3aHui. Ecnny Bac ecTb BOonpochl
OTHOCUTENbHO YTUN3aLMKN NeKapCTBEHHbIX NPenapaTos.,
NPOKOHCYNbTNPYNTECh C papmaLeBTOM. B BaleM pervoHe MmoryT
OEeNCTBOBATb NPOrpamMMbl yTUNN3aLNN NNIEKAPCTBEHHbIX NpenapaTos.

¢ KHeKOTOpbIM flekapCTBEHHbIM NpenapaTaM MOryT nNpunaratbca gpyrme
NHPOPMaALUMNOHHbIE NUCTKK NS nauneHTa. Ecnn y Bac ectb Bonpochl,
KacaloLmnecs 0aHHOr o IeKapCTBEHHOI O NpenapaTa, NPOKOHCYNbTUPYNTECH
C BpavoMm, MefcecTpoii, papmaLeBToM Uin gpyruM paboTHNKOM
3[paBOOXpPaHeHMs.

e Ecnu Bbl cuMTaeTe, YTO NpoM3oLLa Nepeno3npoBKa Npenapara,
HeMeaNIeHHO NO3BOHUTE B TOKCUKOOrMYeCKNi LeHTP nnm obpatuTtech 3a
MeOuLUHCKO NoMoLLblo. ByabTe rotoBbl cOObLWNTL UM NOKa3aTb, KAKO
npenapaT Bbl NPUHANN, B KAKOM KONMYECTBE 1 Korga 3To Npou3soLuso.

Ncnonb3oBaHne nHpopmaumm notpebutenem u
orpaHu4YeHne oTBETCTBEHHOCTMU

JTa 0606LeHHas nHopMaLma BKITOYaAET KpaTKue CBeeHNs O ouarHose,
nevyeHun n/nnu nekapctBeHHoM npenapaTte. OHa He ABNsAeTCS
BCeo6beMMIOLLNM NCTOYHUKOM AaHHbIX U OJMKHA NCMOSb30BaTbCA B Ka4YecTBe
WHCTPYMEHTAa, NOMOraloLLero nofib3oBaTeso NOHATb 1 (UN) OUEHNTb
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noTeHunalsibHble BapWaHTbl ANAarHOCTUKN U J1IeHeHN4. OHa HE BknovaeT B cebs
BCIO I/IHCI)OpMaLI,I/IIO O COCTOAdHNAX, MeTOdaX NnnevYeHnd, nekapcTtBax, No60OYHbIX

3P peKkTax nnm pmnckax, KoTopbie MOryT OTHOCUTbLCS K KOHKPETHOMY NaLuneHTY.

OHa He OOJIKHA CYNTATbCA MeANLUNHCKON KOHCYHbT&Ll,I/IGI?I N 3aMeHOI
MeaouLUUHCKOW KOHCYJ/IbTauln, ONarHOCTUKN Uin nevyeHna, npegocCtaBlideMbliX
Bpa4OM Ha OCHOBe Bpaqe6Horo o6cnep,03aH|/|;| N OUEHKN KOHKPEeTHbIX N
YHKaJbHbIX obcTtoaTenbcTB naumeHTa. lNaumeHTbl QOMKHbI
NMPOKOHCYNIbTNPOBAaTbCA C BPpa4YOM OJid NOoJ1iy4eHNA NOJIHON I/IHCI)OpMaLl,I/II/I o
cBOeM 300poBbe, MEONLUNHCKNX BOMPOCAaX N BapunaHTax Jied4eHn4d, BKJo4ad
nobble PUCKkn nnn npenmyuwlecrtea B OTHOWEHNN NCNOJIb3OBaHUA 1eKapCTB.
,D,aHHaﬂ I/IHCI)OpMaLl,I/IS'-l He aBlideTCc4d FapaHTI/IeI‘/‘I TOro, 4TO BUL JieveHnd nin

neKkapCTBEHHbIN NpenapaT 6be3onaceH, 3¢ PpekTnBEH Unn ogodpeH ana nevyeHus

KOHKpeTHbIX nauneHToB. [pegnpusaTtne UpToDate, Inc. n ero poyepHune
npennpuaTNA OTKa3blBaAlOTCA OT NIOObIX FapaHTUin Unn o6a3aTenbCcTs,
CBSI3aHHbIX C 3TOW NHpOpMaumnen nnm ee ncnonb3oBaHmnem. lcnonb3oBaHune
3Tol uHPopMauum perynupyeTcsa Y CnoBUSMAN UCMOSb30BaHNA,
npencTaBeHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2026-04-23

ABTOpCKOEe nNpaBo

© UpToDate, Inc. u ee adpPpunupoBaHHbIe KOMNAHUK U/Nu nuueHsnapbl, 2026.

Bce npaBa 3awuLleHbl.
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Ecnuy Bac ecTb BONpoCh! Nn onaceHusl, NO3BOHUTE CBOEMY
MeOnUUHCKOMY coTpyaHuKY. CneumnanucT BaLlei nevaLlein KoMaHabl
OTBETUT Ha 3BOHOK C NoHepaenbHuKa no natHuuy ¢ 9:00 oo 17:00 B gpyroe
B eMs Bbl MOXXETe OCTaBUTb COOOLLIeHNE U NOrOBOPUTb C APYIrUM
BpayoMm LeHTpa MSK. Bbl Bcerga MoxxeTe CBA3aTbCS C AeXXYPHbIM BPa4yoM
unu Mmegcectpoin/menbpaTtoM. Ecnu Bbl He 3HaeTe, kak CBA3aTbCA CO CBOUM
MeaULNHCKNM COTPYAHUKOM, NO3BOHUTE No HoMepy 212-639-2000.

OononHntenbHyilo nHGOpMaLMIO CM. B HaLLen BUpTyanbHoOM 6nbnmoTteke Ha
cante www.mskcc.org/pe.

Nusinersen - Last updated on December 12, 2022
Bce npaBa 3awuieHnbl n npnHagnexaTt Memorial Sloan Kettering Cancer Center

Memorial Sloan Kettering
Cancer Center
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