MSK Kids

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

Nusinersen

DTOT LOKYMEHT, NpegocTaBneHHbIn Lexicomp®, copep>xnt BClo Heobxoanmyio
nHdopmaumio o npenapaTe, BKlOYas NoKasaHns, cnocob npnmMmeHeHuns,
no6o4Hbie 3pPeKkTbl 1 cnyvau, NpPu KOTOPbIX HEO6XOOMMO CBA3aTbCA C BaLLNM
NOCTaBLLNKOM 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:

e [1lpu3HaKW anneprn4yeckon peakumm, Takme Kak cbifb, KpanuBH1La, 3y,
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.

e [lpn3Hakm KpoBOTEYEHUS, Takne Kak pBOTa UK KaLlesb C KPOBbIO; pBOTA
B1Oa KOPenHoM rywm; KpoBb B MOYE; YEPHbBIN, KPACHbIA U
nerteobpasHbIi CTYN; KPOBOTEYEHME U3 AeCeH; HeLMK/TMYHOE BarnHanbHoe
KpOBOTeYEeHNe; CUHAKU, BO3HUKAIOLLME NN YBeNnYmMBatoLmecs
6eCcnpuYrHHO; KPOBOTEYEHNe, KOTOPOE Bbl HE MOXXETe OCTAaHOBUTb.

¢ [1lpu3Haku NpobneM c noykamu, B T. Y. OTCYTCTBME MOYEUCNYyCKaHUS,
n3MeHeHne o6 beMa MoUm, KPOBb B MoYe NMbo peskunini Habop Macchl Tena.

¢ [Mpun3Haku NHPeKUN MOYEBbIBOOALLMX NYTEN, B T. Y. KOOBb B MOYe, YYBCTBO
MOKeHUs nnu 6oneBble OLyLLEHNS NPU MOYENCNyCKaHUN, YacTble Nn
YPreHTHble NO3biBbl K MOYEUCNYCKAHMIO, Xap, 60/b B HAXKHEN YacTu XXMBOTA
unu B obnactum Tasa.

e O3HOO6.

¢ |I3MeHeHMe uBeTa MOKPOTHhI.
e OpblLKa.

e Kawensb.

e bonbByxe.

e [lapeHusq.

KakoBbl HekoTOpble gpyrne no6o4Hble 3¢pPpeKkTbl LAHHOrO
NleKapCTBEHHOr O npenapaTa?

Jlio6o1h nekapCcTBEHHbIN NpenapaTt MoXeT MMeTb Nob6o4yHble 3pPekTbl. OgHako
y MHOrux niogen no6o4Hblie 3dpdekTbl NMO6O He3HaunTenbHble, NM60 BoOO6LLEe
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oTcyTcTBYylOT. CBAXUTECH C BpayoM Bawlero pebeHka nnm obpatuteco 3a
MeaNLMHCKO NOMOLLbIO, eCnv NI0OON N3 3TUX NN OPYTrUX NOOOYHbIX
3¢ PekToB BecnokounT Bawero pebeHka, Unm ecnv oH He NPOXoaunT:

¢ [MpusHaku npocTynbl.

e 3anop.

e [onoBHas 60/b.

e bonu B cnuHe.

e [a3oob6pa3oBaHue.

e [loTepsa Beca.

e PBoTa.
[aHHbIN CNNCOK BO3MOXHbIX NO6OYHbIX 3 PeKTOB He ABNAETCS
ncyepnbiBatowmm. Ecnn y Bac BO3HMKNM BOoNpochkl KacaTesbHO NOOOYHbIX

3¢dekTOoB, 06paTuTeCh Kk Bpayy Bawero pebeHka. [1poKoHCynbTNpynTech C
BpayoMm Baluero pebeHka oTHOCUTENbHO NOO6OYHbIX 3¢ PEeKTOB.

Bbl MOXeTe COO6LL|,I/ITb O pas3BunTnNnN No60oYHbIX BCI)CIDQKTOB B HaUuMOHaJIbHOE
ynpaeneHmne 34paBoOOXpaHEeHNA.

Kak nyywue Bcero gaBaTtb 3TOT JIEKAaPCTBEHHbIN NpenapaT?

[aBanTe gaHHbIN NpenapaT Bawemy pebeHky B COOTBETCTBUN C
npepnucaHuamm Bpaya. lNpounTtanTe BCio npegocTaBneHHyto Bam
nHpopmaunio. CTporo cnepgynte BCEM UHCTPYKLUSAM.

e [1n4a cnuHanbHbIX UHbEKL .

Yto penatb, ecnu Mo pebeHoK NponycTUT NpreM Ao3bl
NleKapCTBEHHOro npenapaTa?

e CBsxuTtechb c BpayoM Bawero pebeHka, YTobbl BbISCHUTb XO4 AallbHEeALLNX
O0EencTBUN.

Kak MHe xpaHuTb 1 (Mnn) BbIBPOCUTL 3TOT JIEKAPCTBEHHDIN
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npenapart?

e EcnnBam HeoOXxoQmMMO XpaHUTbL 3TOT NNIeKapCTBEHHbIN NpenapaTt AoMma,
Y3HaliTe yCNOBUSA ero XxpaHeHus y Bpa4a Bawuero pebeHka, MegcecTpbl Unm
¢dapmauesTa.

O6wume cBepeHns O NeKapCcTBEHHbIX NpenapaTax

e Ecnn cuMnTOMBI NN HapyLLeHNs COCTOSAAHUSA 300P0Bbs Bawero pebeHka He
YMeHbLUATCA, UNN OTMeYaeTcs yxyaweHue, obpatutechb k Bpady Bawiero
pebeHka.

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

e XpaHunTe BCe NeKapCTBeHHble NpenapaTtbl B 6e3onacHOM MecTe. XpaHuTe
BCe JIeKapCTBEHHbIe NpenapaTbl B MecTe, HEAOCTYMHOM ANA AeTen n
0OMALLHUX )XUBOTHbIX.

* YTUnnsupymnTte Hemcnosnib3oBaHHble NekapCTBEeHHbIe NpenapaThbl UK
npenapaTbl C UCTEKLLUM CPOKOM rogHoCcTU. He BbinnBanTe B TyaneT nnu
KaHanmsauuio 6e3 cooTBeTCTBYIOLWMX YKa3aHNn. Ecnny Bac ecTb BONpoChl
OTHOCUTENIbHO YyTUNN3aUNKM TeKAaPCTBEHHbIX NpenapaTos,
NPOKOHCYNbTUpPYyNTEeCh c papMaLeBTOM. B BalLieM pervoHe moryT
[0eNCTBOBAaTb NPOrpamMmbl yTUAN3ALNN IEKAPCTBEHHbIX MPenapaTos.

e KHeKkoTOpbIM NeKapCTBEHHbIM NpenapaTtaM MOryT npunaraTbca gpyrue
NHPOpPMaLMNOHHbIe NNCTKKX Ang naumeHTa. Ecnny Bac ectb Bonpochil,
KacatoLmecs aHHOr o JieKapCTBEHHOr o nNpenapaTa, NPOKOHCYbTUPYNTECH
C Bpa4oMm, MefcecTpon, papmaueBTOM Unuv gpyrum paboTHNKOM
30paBOOXpPaHEeHNs.

e Ecnu Bbl cunTtaeTe, YTO NpounsoLLNa Nepeno3npPoBKa NpenapaTa,
HeMe[J/1IeHHO NO3BOHNTE B TOKCUKOIOrMYeCKU LeHTP nnn obpatutechb 3a
MeaULMHCKOI NoMoLlbto. byabTe roToBbl COOBLLMTL UM NOKa3aTb, KAKOW
npenapaT Bbl NPUHANN, B KAKOM KONMYECTBE N KOrfaa 3TO NPOoun3oLusio.

Ncnonb3oBaHne nHipopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU
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JTa 0606LeHHas nHopMaLma BKITOYAET KpaTKue CBeeHNs O ouarHose,
nevyeHnn n/vnu nekapcTeeHHoM npenapate. OHa He ABNAeTCA
BCeoObeMIOLNM NCTOYHUKOM AaHHbIX 1 AOJIKHA NUCNOJIb30BaTbCA B Ka4ecTBe
WHCTPYMEHTAa, NOMOraloLLero nosib3oBaTesnio NoHATb N (M) OLEHNTb
NOoTeHUManbHble BapnaHTbl guarHocTukn u nedeHuns. OHa HE BkniovaeT B cebs
BCIO MHPOPMALMIO O COCTOAHUAX, METOAAX JIeYEeHUNS, NeKapCcTBax, NOOBOYHbIX
3¢ PeKkTax nnm puckax, KOoTopble MOryT OTHOCUTbCSA K KOHKPETHOMY NaUNeHTY.
OHa He gomkHa cYNTaTbCA MeONLMHCKOW KOHCYIbTauunen unm 3aMeHom
MeOVUUVNHCKOIN KOHCYNbTauumn, pMuarHoOCTUKN UM fie4eHuns, npegocTaBnseMbiX
Bpa4OM Ha OCHOBe Bpa4eObHOro oocneqoBaHnNs N OLLEHKN KOHKPETHbIX 1
YHUKaNbHbIX 06CTOATENbCTB NauneHTa. NauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBATbCA C BPAYOM AJis NoNy4YeHus nonHon nHpopmaumm o
CBOEM 30,0PO0Bbe, MEAULIMHCKMX BOMNPOCAax N BapuUaHTax ieyeHuns, BKIoYas
nobble PUCKU UNN NPenMyLLLeCTBa B OTHOLLEHUN NCMONb30BaHNSA NEKAPCTB.
[aHHaa nHopMauunsa He IBNSeTCA rapaHTUeN TOro, YTo BMA NNIeYeHns nnm
nekapCcTBEeHHbIV NpenapaT 6e3onaceH, 3¢pPpekTuBeH Unm ogobpeH ansa nevyeHus
KOHKpeTHbIX nauneHToB. [pegnpuatune UpToDate, Inc. u ero povepHne
NpeanpuaTnSa OTKasbiBalOTCS OT NMOObIX rapaHTuin unn ob6g3aTenbCcTs,
CBSi3aHHbIX C 3TON MHPOpPMaLmen unmn ee ncnosibaosaHmneM. MicnonbsosaHune
3TON NHOopPMaUUN perynnupyeTcsa Y cnoBussMm NCNosib30BaHMS,
npencTaBfeHHbIMUN Ha Be6-CTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-04-19

ABTOpCKOE NnpaBo

© UpToDate, Inc. u ee adpPpunupoBaHHbIe KOMNAHUW U/nu nuueHsnapbl, 2026.
Bce npaBa 3awimuieHobl.
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If you have questions or concerns, contact your healthcare provider. A

member of your care team will answer Monday through Friday from 9 a.m.

to 5 p.m. Outside those hours, you can leave a message or talk with
another MSK provider. There is always a doctor or nurse on call. If you're
not sure how to reach your healthcare provider, call 212-639-2000.

OononHutenbHyilo nHGoOpMaLMIO CM. B HaLLen BUpTyanbHoOM 6nbnuoTteke Ha
cante www.mskcc.org/pe.

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

Memorial Sloan Kettering
Cancer Center
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