MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI OJ14 NMALUNEHTOB U
YXAXUBAKOLWNX 3A HUMK TN

Nusinersen

DTOT OOKYMEHT, NpenocTaBneHHbin Lexicomp®, cogepxunt
BCIO Heobxopunmyto nHpopmaumio o npenapaTe, BKOYas
nokasaHus, cnocob npuMeHeHuUs, N06oYHble 3P PeKTbl U
cny4vau, Npn KOTOPbIX HEOB6XOANMMO CBA3aTbCS C BALLUM
NOCTaBLUMKOM MeAULMHCKNX YyCNyr.

Toprosble HanmeHoBaHus: CLLIA
Spinraza

Toprosble HauMeHoBaHuA: KaHaga
Spinraza

[nsa yero ncnonb3yeTcs 3TOT JIeKAaPCTBEHHbIN NpenapaT?
e [MpuMeHseTca ONa NeYeHns MbilleYyHowm aTpodun.

Y10 Heobxoagnmo coobwmnTb Bpauy, NPEXKAE YEM mon
pebeHOK NpMeT AaHHbIN IeKapPCTBEHHbIN NpenapaTt?

e Ecnuny Bawero pebeHka anneprnsa Ha gaHHbIN Npenapar,
nobble ero cocraensawoLme, gpyrue npenapaThl,
npoayKTbl NUTaHusa nnn sewectea. CoobmTe Bpavy 06
anneprun n o ToM, Kak oHa nposenanach y pebeHka.

1/10



CoyeTaHue 3TOro npenapaTta c HEKOTOPbIMU NIeKapCcTBaM
n 3aboneBaHNAMN MOXeET ObITb HE6NMaronpuUATHO.

[MpOKOHCYNbTUPYNTECH C BPa4oM nnm dapmMaleBToM
OTHOCUTENbHO BCEX JIeKAaPCTBEHHbIX NPenapaTos,

n

KOTOpble NpUHUMaeT Ball pebeHoK (Kak peLenTypHbIX, Tak

nnpnobpetaembix 6€3 peuenTa, HaTypPabHbIX
npenapaTtax U BUTaMUHax), a Tak)ke o npobnemax c ero
3p0opoBbeM. BaM Heo6xoanMmMo yooCcToBEpPUTHLCS, YTO

npueM gaHHoro npenapaTa 6e3onaceH npuv 3aboneBaHunsax

BalLlero pebeHkKa 1 B cOMeTaHNN C APYruMun
fleKapCTBEHHbIMU NpenapaTaMu, KOTOPbIE OH yXe
npuHuMaeT. He cnepyeTt HaunHaTb, NpekpawaTb Npuem
NN U3MEHATb 0O3UPOBKY Kakoro-nmbo nekapCcTBeHHOro
npenapaTa, KOTOPbIN NPUHUMaeET Ball pebeHok, 6e3
COrflacoBaHNSA C BPA4OM.

Y10 MHe Heo6XxOaAMMO 3HaTb UK AenaTb, MOKa MOM
pebeHOoK NPMHMMaeT AaHHbIV NpenapaTt?

o CoobLnTe BCEM MEAULMHCKUM paboTHUKaM,
obecneymBalOLLM MeauUnHCKoe obcnyXmnBaHme
Bawero pebeHka, o ToM, 4To Baw pebeHoK npuHUMaeT
3TOT JIeKapPCTBEHHbIV NpenapaT. DTO Bpayu,
MeacecTpbl, papmaueBTbl U cTOMaTonorn Bawero
pebeHka.

e Cnepnte 3a 1eM, 4Tobbl pebeHOoK Npoxoaunn aHannsbl
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KpOBU 1 apyrue nabopatopHbie aHaNN3bl B
COOTBETCTBUM C YKa3aHNAMU Bpaya.

e Baw pebeHok MoxeT cTaTb 6onee nogBepP>XeHHbIM
KpoBoTeueHusaMm. [lpnmnte mepsbl, 4To6bI Ball pebeHok
cobniogan oCTOPOXHOCTb U U3beran NnonyyYeHns TpaeM.
[MpocneauTte, 4TOObLI Balwl pebeHoK Nonb3oBancs MArkom
3yOHOW LLEeTKOMN.

e Ha poHe npuema nogoOHbIX NpenapaToB OTMeYanncb
HapyLUeHNs CO CTOPOHbI no4vek. IHorga Takue
HapyLleHuns 6binn cMepTenbHO ONAacHbIMU.
[MPOKOHCYNbTUPYNTECH C BPA4YOM.

Ecnun Bawa poub 6epemeHHa nnm kopmut pebeHka rpyapblo:

¢ [MPOKOHCYNbTNPYNTECH C BPA4YOM, eC/iv Balla A04b
OepemMeHHa, 3abepemeHena nnm KOpMnT pebeHka
rpyobto. Heobxopgnmo 6yget o6cygnTh NnpenmyLLecTea
N PNCKN AN Bawen goyvepun u ee pebeHka.

O kaknx no6o4HbIX 3¢pPpekTax MHe cnepyeT HeMeJIeHHO
coobuiaTb nevyawieMy Bpady Mmoero pebeHka?

MPEAYMNPEXXOEHUNE/NMPEOOCTEPEXEHUE: XoTtane
pPenKnx cny4yasax, HO y HEKOTOPbIX NAaLUNEHTOB NPUeM
OAHHOI O IEKaPCTBEHHOr O NpenapaTta MOXeT Bbi3blBaTb
OYeHb Cepbe3Hbie, a UHOIrOa N CMepPTEeSIbHO OMNacHbIie
nob6oy4Hbie 3¢ PekTbl. HemepneHHO cBAXNTECH C Bpa4OM
Bawero pebeHka nnum obpatntech 3a MEANLNHCKOWN
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nomoLubto, ecnn y Bawero pebeHka nmeetcsa niobon ns
nepeYncneHHbIX HNXe NPU3HAKOB NN CUMNTOMOB,
KOTOPbl€ MOTYT ObITb CBA3aHbl C O4YeHb TAXEbIM
no6o4HbIM 3P PeKkTOM:

e [lpn3Haku anneprnyeckon peakumm, Takme Kak cbinb,

KpanuBHULUA, 3y4, NOKPAaCHEBLLAsA 1 OTeYHas KoXa C
BONAbIPAMMN UM LLUENYLLEHNEM, BO3MOXHO B COYETaHUN
C NXOPafKoW, CBUCTSLLLEe NN Xpunsuiee abixaHue,
CTeCHeHue B rpyau unm ropne, 3aTpyaHeHHOe ObiXaHue,
rnoTaHue Unmn peydb, HeobblYHasg XPUMNNOCTb, OTEYHOCTb
B obnactu pTa, nuua, ryb, a3bika unm ropna.

[pu3Hakm KpoBOTEYEHUS, Takne Kak pBoTa Unu Kawlernb
C KPOBbIO; pBOTa Baa KOPENHON ryLLu; KPOBb B MOYE;
YepPHbIN, KPACHbIN Unn gerteobpasHbin CTY;
KpOBOTEeYeHNe U3 AeceH; HeLUKIINYHOe BarnHanbHoe
KpOBOTeYeHNe; CUHSKN, BO3HMKAlOLLME NN
yBenn4yueatomecs 6ecnpnynHHo; KpoBOTe4YeHne,
KOTOpOEe Bbl HE MOXeTe OCTaHOBUTb.

[Mpun3Haku npobneM c noYkaMu, B T. 4. OTCYTCTBME
Mo4YeuncnyckaHusl, usaMmeHeHne o6bemMa Mo4u, KPOBb B
Moue Nnbo peskuint Habop Macchbl Tena.

[Mpn3Hakn nHpeKkuNn MOYEeBbIBOAALLMX NYTEN, B T. Y.
KPOBb B MO4e, YyBCTBO X>XeHns unn 6onesble
OLLYLLIeHNS NPU MOYEeNCnyCcKaHum, YacTbie Nnu
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YPreHTHble NO3biBbl K MOYEUCNYCKaHUIO, Xap, 6onb B
HVKHEWN YacTun XXnBoTa nnm B obnacTtu tasa.

e O3HOO.

¢ [I3aMeHeHMe uBeTa MOKPOTbI.
e Oppbika.

e Kawens.

e bonb B yxe.

e [lapeHuns.

KakoBbl HekoTOpble gpyrne no6o4Hble 3¢pPpeKkTbl LAHHOrO
NleKapCTBEHHOrr o npenapaTa?

Jlob6o1h nekapCcTBeHHbIN NpenapaT MoXeT UMeTb
no6oyHble apPekTbl. OgHaKO y MHOrMX Ntogein NnodoYyHble
3¢pPekTbl N6 He3HaUNTENbHbIE, NMOO BoObLLE
oTcyTcTBYIOT. CBAXMTECH C Bpa4yoM Balwuero pebeHka nnu
obpaTtnTech 3a MEANLNHCKOW NOMOLLbIO, ecnun ntobdon n3
3TNX N gpyrux noboyHbix apdpekToB becnokout Bawero
pebeHkKa, NN ecnin OH He NPOXOAWnT:

e [lpu3Hakn NnpocTyabl.
e 3anop.
e [onosHas 60nb.

e bonune cnuHe.

e [a3000OpasoBaHue.
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e [loTeps Beca.

e PBoTa.

[laHHbIN CNNCOK BO3MOXHbIX MOOOYHbIX 3pPeKTOB He
aBnseTcsa ncyepnboiBatowmMm. Ecnmny Bac BosHnknu
BOMPOCbI KacaTenbHO N0oO60o4YHbIX 3pPekTOoB, 06paTUTECH K
Bpa4y Balwero pebeHnka. [NpoKOHCYNbTUPYNTECH C BPAa4YOM
Bawero pebeHka oTHOCUTENbHO NOB6OYHbIX 3P PeKTOB.

Bbl MOXKeTe coobLwnTb 0 pasBnTunN Nob6oYHbIX 3dPEeKTOB B
HaLMOHaNbHOeE yrnpaB/ieHne 30PaBOOXPaHEeHNS.

Kak nyuywie Bcero gaBatb 3TOT JIeKapCTBEHHbIN Npenapat?
[aBanTe pgaHHbIN NnpenapaTt Bawemy pebeHky B
COOTBETCTBUM C NpeanucaHnamm Bpava. lNpounTtanTte BClo
npepnocTaBneHHyto Bam nupopmauuto. Ctporo cnepynte
BCEM MHCTPYKLUAM.

e [1n49 cnyHanbHbIX UHbEKLUN.

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

o CBsXxutechb c Bpa4yom Bawiero pebeHka, 4Tobbl
BbIACHNTb XO4 AalfibHewWmnx oencTeumn.

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

e EcnnBamMm Heo6XO0ONMMO XPaHNTb 3TOT NIEKAPCTBEHHbIN
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npenapaTt AOMa, y3HalTe YC/IOBUSA ero XpaHeHns y Bpa4va
BalLlero pebeHka, MegcecTpbl unu ¢papmauesTa.

O6wume cBegeHNs O NeKapCcTBEHHbIX NpenapaTax

e Ecnn cuMnTOMBI NN HapyLLEeHNA COCTOAHUSA 300POBbS
Bawero pebeHka He yMeHbLLAITCS, UM oTMeYvaeTcs
yXyaweHune, obpatuTech k Bpady Bawero pebeHka.

e He pennTtecb NekapcTBOM Ballero pebeHka c gpyrumm u
He gaBanTe Ybe-NnMbo NeKapcTBO BalleMy pebeHKy.

e XpaHuTe BCe NeKapCcTBeHHble NpenapaTbl B 6e30nacHoOM
MecTe. XpaHunTe BCe NIeKapCTBEHHbIE NpenapaTbl B
MecTe, HeQOCTYNHOM O/ AeTeN N AOMALLUHUX XXNBOTHbIX.

e YTUNMU3npynTe HENCNONb30OBaHHbIE NIeKapPCTBEHHbIE
npenapaTbl U NpPenapaTbl C UCTEKLLINM CPOKOM
rogHocTu. He BbinnBanTe B TyaneTt Unv KaHanmsauuio
0e3 cooTBeTCTBYOWMX YKasaHui. Ecnuy Bac ecTb
BOMNPOCbl OTHOCUTENIbHO YTUNN3aLUUN NIEKAPCTBEHHbIX
npenapaToB, NPOKOHCYNbTUPYynTech ¢ papmaueBToM. B
BalLleM permoHe MOryT 4eficTBoBaThb NPOrpPaMmbil
YyTUNN3aLUnn IeKapCTBEHHbIX NpenapaTos.

e K HEKOTOpPbIM JIeKapCTBEHHbIM NpernapaTam MOryT
npunaratbca gpyrune nHOpPMaLNOHHbIE NNCTKN ONs
nauneHTa. Ecnny Bac ecTb BONpocChl, KacaloLwmecs
OAHHOr O fIeKapCTBEHHOr O Npenapara,
NPOKOHCYIbTUPYUTECH C BPayYOM, MeacecTpou,
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¢dapmaLeBToOM NN gpyrmm paboTHUKOM
34pPaBOOXPaAHEHUS.

e EcnunBbl cuntaeTte, YTO Npom3oLLa Nepeao3npoBKa
npenapaTa, HeMeaneHHO NO3BOHNTE B
TOKCUKONIOMMYECKNI LEeHTP nnm obpatmnrtechb 3a
MeauLUMHCKON noMoLlbto. byabTe rotoBbl cCOO6LWLNTD
NN NOKasaTb, KAKOW NpenapaT Bbl NPUHAMN, B KAKOM
KONMMYecTBe 1 Korga 3To Npoun3oLusio.

Ncnonb3oBaHne nHpopmaumm notpebutenem u
orpaHu4YeHne oTBETCTBEHHOCTMU

JT1a 0606LeHHas nHPopPMaLMs BKIIOYAET KpaTkue
cBefleHNs O AnarHose, nevyeHnm u/nnmn neKapCTBeHHOM
npenapate. OHa He aBnaeTCca BCeobbeMnoLwmnm
NCTOYHUKOM OaHHbIX U AOJIKHA NCMOJIb30BaTbCS B
KayeCcTBe MHCTPYMEHTA, MOMOralLliero nosib3oBaTesio
NOHATb U (UN) OLEHNTb NOTEHLMANbHblE BaPNAHTbI
aunarHoctumnku u nevyeHus. OHa HE BkniovyaeT B cebs BClo
NHPOPMaLNIO O COCTOAHUAX, METOOAX NNeYeHns,
nekapcTBax, No6o4HbIX 3ddeKkTax unm pnckax, KoTopble
MOryT OTHOCUTbCSH K KOHKpeTHOMY nauneHTy. OHa He
[0O/KHA CYNTATbCA MeQULIMHCKOW KOHCYNbTaunen nnm
3aMeHOoN MeANLNHCKON KOHCYNbTauunmn, ANarHOCTUKU Unu
fie4yeHuns, NpenoCcTaBsseMblX BPa4YOM Ha OCHOBe
Bpa4yebHOoro obcnegoBaHnNa U OLEHKN KOHKPETHbIX U
YHUMKaNbHbIX 06CcTOATENbCTB NauneHTa. [NayneHTnl
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OOJIKHbI MPOKOHCYJIbTUPOBATbLCSA C BPa4YoM A1 NOSTy4YeHuns
NONIHOW MHPOPMaLN O CBOEM 300POBbE, MEAULMHCKNX
BOMPOCAax U BapunaHTax evyeHuns, Bknto4asa nobble pncku
NN NPEeNMyLLLEeCTBA B OTHOLLEHUN NCMOJIb30OBaHUNS
nekapcTB. [laHHasa MHPOopMaLUSa He aBNSeTCs rapaHTnen
TOro, YTO BUf Ie4YeHNSA NN NEKaPCTBEHHbIN NpenapaT
6e3onaceH, apdpekTneeH nnn ogobpeH onsa nevyeHus
KOHKpeTHbIX nauyneHToB. [peanpuatue UpToDate, Inc. n
ero gpovepHue NnpeanpusaTns oTkasbiBaloTCs OT Nob6bIX
rapaHTun nnm ob693aTenbCcTB, CBA3aHHbIX C 3TOMN
nHpopmaumnen nnu ee ncrnonbsosaHmem. MicnonbzosaHmne
3TON NHpOopPMaUnK perynmpyeTtcsa Ycnoesmuamm
NCMosib30BaHUS, NPenCcTaBieHHbIMN Ha BeO-CTpaHuLe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-04-19

ABTOpCKOEe nNpaBo
© UpToDate, Inc. u ee adppnnmnpoBaHHble KOMNAHUN N/UNK
nuuensnapsbl, 2025. Bce npaBa 3awmleHsi.
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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.

[ononHnTenbHyo NHPOPMaALUIO CM. B HaLLIEN

BUPTYyanbHOM bubnuoTteke Ha cannTe www.mskcc.org/pe.

Nusinersen - Last updated on December 12, 2022

Bce npaBa 3awmiieHbl n npnHagnexaTt Memorial Sloan Kettering
Cancer Center

Memorial Sloan Kettering
Cancer Center
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