MSK Kids

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

Eteplirsen

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
Exondys 51

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

L4 I'IpenapaT Ha3Ha4YaeTca Ang Jie4eHUsa MbllLleYHOW JJ,I/ICTpOCI)I/II/I ,D,IOLLIeHHa

(Man).

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

e Ecnn y BaLlero pe6eHKa anneprnd Ha OAHHbIN npenapar, noOble ero
cocTasdlowne, gpyrume npenapatbl, NPOAYKTblI MTMTaHUA U BeLeCTBa.
COO6LIJ,I/ITe Bpa4y 06 anneprnmm o ToOM, Kak OHa npodsyianacb y pe6eHKa.

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

[MpOKOHCYNbTUPYNTECH C BPadYoM nnn dapmaLeBTOM OTHOCUTENbHO BCexX
NeKapCTBEHHbIX NpenapaToB, KOTopble NPUHMMaeT Bawl pebeHok (Kak
peuenTypHbIX, Tak U NpnobpeTaeMblix Oe3 peuenTa, HaTypasbHbIX NpenapaTax
N BUTaMMHaXxX), a TakXXe o Nnpobnemax c ero 3gopoBbeM. Bam Heob6xoanumo
yOOCTOBEPUTbLCS, YTO NPMeM aHHOro npenapaTta 6e3onaceH npwu
3aboneBaHusAX Bawlero pebeHka 1 B coYeTaHUM C ApYrumMm neKapCcTBEHHbIMA
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npenapaTtamu, KOTOpble OH YXKe NpuHMMaeT. He cnegyeT HauynMHaThb,
npekpaLwLaTb NpPMeM NN U3MeHATb O3NPOBKY Kakoro-nmbo nekapcTBeHHOro
npenapaTa, KOTOPbIN NPMHUMaeT Ball pebeHok, 6e3 cornacoBaHuns C BpavoM.

Y10 MHe Heob6xoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOK NpUHUMaeT fAaHHbIN NpenapaTt?

e CoobwunTte BCEM MEONLMHCKMM paboTHMKaM, obecneymBatowLnm
MeauunHckoe obcnyxmneaHmne Bawero pebeHka, o ToM, 4To Baw pebeHok
NPUHNMaET 3TOT JIeKapPCTBEHHbIN NpenapaT. DTo Bpayn, MeacecTpbl,
¢dapmaueBTbl U cTOMaTonorun Bawero pebeHka.

Ecnu Bawa po4yb 6epemeHHa unm kopMmnt pebeHka rpyablo:

e [TpOKOHCYNbTUPYNTECH C BPAa4YOM, eCrniv Balla o4b 6epemMeHHa,
3abepeMeHena unm kopmut pebeHka rpyabio. Heobxognmo 6ypeT
obcyonTb NnpenmyLiecTBa 1 PUCKN Ois Ballen govepu n ee pebeHka.

O kaknx no6ou4HbIX 3pPpekTax MHe cnepyeT HeMeJIeHHO
coobuiaTb nevyawieMy Bpady moero pebeHka?

MPEOYNPEXXOEHNE/NMPEOOCTEPEXXEHUE: XoT4 1 B pegkux cny4vasx, HO y
HEKOTOPbIX NALNEHTOB NPUEM AAaHHOI O IeKapCTBEHHOI O NpenapaTta MoXeT
BbI3blBaTb O4Y€Hb CEpPbe3Hble, a MHOIrOa N CMepTeNIbHO onacHble No6oYHble

3¢ PekThbl. HemepneHHo cesaXnTECh C Bpa4yoM Bawlero pebeHka unum
obpaTuTechb 3a MeAULNHCKOW NoMoLLblo, ecnin y Bawwero pebeHka numeetcs
no60o1n N3 NnepeyncieHHbIX HUXKe MPU3HAaKoB UM CUMNTOMOB, KOTOPbIe MOTyT
ObITb CBAA3aHbl C O4€Hb TAXeNbIM NO60YHbIM 3¢pPeKkTOM:

¢ [MpusHaku anneprnyeckon peakumnm, Takme Kak Cbifnb, KpanuBHULA, 3yA,
NOKpPAacCHeBLUAA U OTeYHas KOXa C BOJNIAbIPAMN UK LWeNyLLeHNeM, BO3MOXHO
B COYETaHUN C INXOPaAKOoN, CBUCTSALLLEE UM Xpunsilee abixaHue,
CTeCHeHue B rpyau unn ropre, 3aTpygHeHHoe AbixaHne, rnoTaHne Uin peub,
Heobbl4YHasaA XPUNIOCTb, OTEYHOCTb B 06nacTu pTa, nuua, ryb, a3bika nnu
ropna.

e bonb nnu gaBneHune B rpyan nnm yvyalwleHHoe cepauebunerue.
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e Kawenb.

e |/I3aMeHeHMe BanaHca.

KakoBbl HekoTOpble apyrmue no6o4Hble 3pPeKTbl faHHOIO
NleKapCTBEHHOro npenapaTa?

IMio6o1i nekapCcTBEHHbIN NpenapaTt MoXeT UMeTb No6oYHble 3¢pdekTbl. OgHako
y MHOIrnx niogen nob6oyHble 3ppekTbl NMbo He3HaunTenbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeOMLNHCKO MOMOLLbIO, ecnin N6 0o N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB Hecnokont Bawero pebeHka, unm ecnm oH He NPOXOANnT:

e PBoTa.

e [onoBHas 60nb.

[laHHbI CNMCOK BO3MOXHbIX NOOOYHbIX 3¢ PeKkTOB He ABNsAeTCH
ncyepnbiBaoLwmm. Ecnu y Bac BO3HUKNM BONPOCHI KAacaTeNlbHO NOB0YHbIX
3¢pPekTOB, 06paTUTECh K Bpayy Bawero pebeHka. lMpokoHcynbTUpynTech C
Bpa4yoM Bawero pebeHka oTHOCcnTeNbHO NOOOYHbIX 3¢dPeKTOB.

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

Kak ny4yLie Bcero gaBaTb 3TOT IeKapPCTBEHHbIV NpenapaT?

[aBariTe gaHHbIN NpenapaT Bawemy pebeHky B COOTBETCTBUN C
npegnucaHnamMm Bpaya. lNpouynTtanTe BCIO npenocTaBneHHyto Bam
nHpopmaumio. CTporo cnegymnte BCEM UHCTPYKLMNAM.

e OTOT npenapart BBOOAT I/IHCI)y3I/IOHHO BHYTPUBEHHO HEMNPEePbIBHO B Te4eHne
onpegesieHHoro speMeHNn.

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

o CBsaxuTtechb c BpayoM Baluero pebeHka, YTobbl BbISCHUTb X0 AallbHEeNLLNX
0encTBui.
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Kak MHe xpaHuTb 1 (Mnn) BbIBPOCUTL 3TOT JIEKAPCTBEHHDIN
npenapar?

e EcnmBaM Heo6x0OMMO XpPaHUTb 3TOT NIeKapPCTBEHHbIN NpenapaT 4oMa,
y3HalTe YCNOBUSA €ro XpaHeHUs y Bpaya Ballero pebeHka, MeacecTpbl Unu
$dapmauesTa.

O6wume cBegeHMs O NieKapCTBEHHbIX NpenapaTax

e Ecnn cumMnToMbl nNn HapyLleHNs COCTOSAHUA 300p0oBbs Bawero pebeHka He
YMeHbLUaTCA, U OTMevaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

e He penutecb nekapcTBOM BaLlero pebeHka c opyrumMm n He aBaliTe Ybe-
nnbo nekapcTBO BalleMy pebeHky.

e XpaHunTe BCe NIeKapCTBEHHbIE NpenapaThbl 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 BbinnBanTe B TyaneT unm
KaHanmsaumio 6e3 cooTBeTCTBYIOLLMX YKa3aHui. Ecnny Bac ecTb Bonpochl
OTHOCUTENIbHO YTUN3aLMN NeKapCTBEHHbIX NPenapaTos.,
NPOKOHCYNbTNPYNTECh C papmaLeBTOM. B BaleM pervoHe MmoryT
0EeNCTBOBATb NPOrpamMMbl yTUNN3aLUNN NNIEKAPCTBEHHbIX NpenapaTos.

¢ KHeKOTOpbIM lekapCTBEHHbIM NpenapaTtaM MOryT npunaratbca gpyrme
NHPOPMaALUNOHHbIE NUCTKK NS nauneHTa. Ecnny Bac ectb Bonpochl,
KacaloLmecs 0aHHOr o NIeKapCTBEHHOI O NpenapaTa, NPOKOHCYNbTUPYNTECH
C Bpa4oMm, MmepcecTpoii, papmaLeBToM Un gpyruM paboTHNKOM
3[paBOOXpPaHeHMs.

e Ecnu Bbl cYMTaeTe, YTO NpoM3OLLIa Nepeno3npoBKa Npenapara,
HeMeaNIeHHO NO3BOHUTE B TOKCUKOIOrMYeCKni LeHTP nnm obpatuTtech 3a
MeOuLUHCKO NoMoLLblo. ByabTe rotoBbl cOOBLWNTL UM NOKa3aTb, KAKO
npenapaT Bbl NPUHANN, B KAKOM KONTMYECTBE 1 KOrga 3To Npou3oLusio.

Ncnonb3oBaHne nHpopmaumm notpebutenem u
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orpaHnyeHme oTtBeTCTtBeHHOCTHU

JTa 0606LeHHas nHopMaLma BKITOYAET KpaTKne CBeeHNs O ouarHose,
nevyeHun n/nnu nekapctBeHHoM npenapaTte. OHa He ABNsAeTCS
BCeob6beMNIOLLNM NCTOYHUKOM AaHHbIX U OJ/MKHA NCMNOMb30BaTbCA B Ka4YecTBe
WHCTPYMEHTAa, NOMOraloLLero nofib3oBaTeso NOHATb 1 (UN) OLEHNTb
NoTeHUManbHble BapUaHTbl gnarHocTukn n nevyenuns. OHa HE BknovaeT B cebs
BCIO NHPOPMaLMIO O COCTOAHUAX, METOAAX NleYeHns, NeKapcTBax, NO60YHbIX

addekTax nnm pmnckax, KOTopblie MOryT OTHOCUTBLCS K KOHKPETHOMY NauneHTYy.

OHa He gomkHa cYNTaTbCA MeOULMHCKOW KOHCYIbTauunen unm 3aMeHom
MeONLNHCKON KOHCYbTauum, ANArHOCTUKIN UK NeYeHuns, NpeaoCcTaBNsaeMbIX
Bpa4OM Ha OCHOBe Bpa4eObHOro oocneqoBaHnNs N OLLEHKN KOHKPETHbIX 1
YHUKaNbHbIX 06CTOATENbCTB NauneHTa. lNauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBATbCA C BPA4YOM AJis Nofy4YeHuns nonHon nHpopmaumm o
CBOEM 3[0,0POBbe, MEANLNHCKNX BOMPOCAax 1 BapuaHTax evyeHuns, BKio4vas
nobble PUCKU UM NPenMyLLeCTBa B OTHOLLEHUN NCMONb30BaHNSA NEKAPCTB.
[aHHaa nHopMauunsa He IBNAEeTCA rapaHTUeNn TOro, YTo BMA NeYeHns nnm

NneKapCcTBeHHbIN npenapaT 6e3onaceH, apdekTnBeH unm ogobpeH ansa nevyeHus

KOHKpeTHbIX nauneHToB. [lpegnpuatue UpToDate, Inc. u ero povepHne
NpeanpuaTnSa OTKasbiBalOTCS OT NMOObIX rapaHTuin unn ob6g3aTenbCcTs,
CBSi3aHHbIX C 3TON MHPOpMaLmen unmn ee ncnosibaosaHmneM. MicnonbsosaHune
3TON NHOpPMaUUN perynnupyeTca Y cnoBusMm NCNosib30BaHUS,
npencTaBfieHHbIMUN Ha Be6-CTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2025-01-10

ABTOpCKOE NnpaBo

© UpToDate, Inc. u ee adppunupoBaHHblie KOMANAHNKN N/vnun nuueHsnapsbl, 2025.

Bce npaBa 3awmuieHobl.
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https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms

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.

Eteplirsen - 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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