MSK Kids

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

Miglustat

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
Opfolda; Yargesa; Zavesca

ToproBblie HanMeHoBaHuA: KaHapa
Opfolda; SANDOZ Miglustat; Zavesca

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

¢ [lpnmeHsaeTca ona neveHns 6onesHu owe.

e Ecnn Baw pebeHok nony4an gaHHbI NeKapCTBeHHbIN NpenapaT No Kakon-
nnbo gpyron NnpruYynHe, y3HamTe y Bpava o NpenMyLLecTBax u pnuckax.
[MpOKOHCYNbTUPYNTECH C BPAa4YOM NMPn BOSHNMKHOBEHU BONPOCOB 1N

onaceHun no nosofy npunMeHeHnd oaHHOr o rnpenapaTta Bawwinm pe6eHKOM.

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 anneprnmm o ToOM, Kak OHa npodssianacb y pe6eHKa.

e Ecnuny Bawero pebeHka 3aboneBaHne noyex.

Ecnu Bawa po4b kopmut pebeHka rpyablo:
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e Cnegute 3a TeM, 4TO6bI Bawwa go4b He KOpMuna rpyabio BO BpeMs
NPUMeHeHNs aHHOr O NpenaparTa.

,D,aHHbIIZ CnMnMCokK JiekapcCTte n 3860ﬂeBaHI/II7I, KOTOpble MOTyT He6ﬂaFOl'IpI/IF|THO
covyeTaTbCd C npneMOoOM AlaHHOTI O npenapaTa, He 4BJ1IdeTCA ncyepnbiBalOWNM.

[MpOoKOHCYNbTUPYNTECH C BpayoM nnn dapmaueBTOM OTHOCUTENbHO BCEX
NeKapCTBEHHbIX NpenapaToB, KOTOopbie NPpUHMMaeT Baw pebeHok (kak
peuenTypHbIX, Tak N npuobpeTaeMbix 6e3 peuenTa, HaTypanbHbIX NpenapaTax
N BUTAaMUHAX), @ TakXXe o npobnemax c ero s3gopoBbeM. Bam Heobxognmo
yOOCTOBEPUTbCS, YTO NpMeM AaHHOro npenaparta 6esonaceH npwu
3aboneBaHuax Ballero pebeHka 1 B coueTaHNN C APYrMMU IeKapCTBEHHbIMUA
npenapaTamMu, KOTOPbIE OH Y)Ke NpuH1UMaeT. He cnegyeT Ha4yMHaTh,
npeKkpaLlaTb NPNEM U U3MEHATb AO03NPOBKY Kakoro-nmbo nekapCcTBEHHOr o
npenapaTa, KOTOpPbIN NPUHUMaeT Baw pebeHok, 6e3 cornacoBaHus C BPayomM.

Y10 MHe Heob6xoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOoK NpUHUMaeT fgaHHbIN NpenapaTt?

e CoobwunTte BCEM MEONLMHCKMM paboTHMKaM, obecneymBatowLnM
MeaununHckoe obcnyxmnBaHne Bawero pebeHka, o ToM, 4To Baw pebeHok
NPUHUMaET 3TOT JiIeKapCTBEHHbIN NpenapaT. DTO Bpa4in, MeacecTpbl,
¢dapmaueBTbl U cTOMaTonorun Bawero pebeHka.

e Baw pebeHok MoxeT cTaTb 6onee noaBepP>XEeHHbIM KPOBOTEYEHUSAM.
MpuMnTe Mepsbl, YTO6bI Baw pebeHok cobntogan oCTOpPoOXXHOCTb 1 nsberan
nonyyeHuns TpaeMm. lNpocneguTte, 4Tobbl Baw pebeHoK Nonb3oBancs MArkom
3y6GHOW LLEeTKO.

e CnegunTte 3a TeM, 4TOObI pebeHOK NPOXOANST aHann3bl KPOBU N gpyrue
nabopaTopHblie aHaNM3bl B COOTBETCTBUN C YKa3zaHUAMIN BpaYa.

e [laHHbIN NeKapCTBEHHbIN NpenapaT MOXeT Bbi3blBaTb Anapeto. Ecnny
Bawlero pebeHka HabnogaeTca gnapes, NPOKOHCYbTUPYNTECh C BPAa4YOM O
cnocobax ocnabneHus paHHoro a¢pdekTa. Henbssa pesko npekpawaTtb
npuvem QaHHOr O JIeKapCTBEHHOr o NpenapaTta pebeHKoM 6e3 KOHCYNbTauumn
C BPa4oM.
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e Cnegute 3a TeM, YTo6bl pebeHOoK NpuaepXXnBancsa pnueTbl B COOTBETCTBUN C
yKasaHnamum Bpava.

e B HekoTOpbIX Cyyasix npenapaT MOXeT BAUATb Ha CKOPOCTb pOoCTa y feTen
N NOAPOCTKOB. IM MOXeT NoOHapobunTbCa perynsipHas NnpoBepka CKOPOCTH
pocTa. [POKOHCYNbTUPYNTECH C BPAYOM.

Ecnu Bawa po4yb 6epemeHHa:

¢ [lpn npuMeHeHUn Baluen po4vepblo NekapCTBEHHOr O NpenapaTta BO BpeMs
OepeMeHHOCTN BO3MOXHO BpeaHoe BNusHne npenaparta Ha nnog. Ecnu
Bawa poub 6epemMeHHa unn 3abepemeHeeT BO BpeMS NpmemMa gaHHOro
npenapaTa, HeMeaNeHHO CBAXNTECH C JleYalluM Bpa4oM.

O kaknx no6o4HbIX 3pPpekTax MHe cnenyeT HEMeJIeHHO
coobuatb nevyawliemy Bpavy moero pebeHka?
MPEOYNPEXXOEHNE/MPEOOCTEPEXXEHUE: XoT4 1 B pegkux cny4vasx, HO 'y
HEKOTOPbIX NALNEHTOB NPUEM AAaHHOI O IeKapCTBEHHOI O NpenapaTta MoXeT
Bbl3blBaTb O4Y€Hb CEpPbe3Hble, a MHOIrOa N CMepTeNIbHO onacHble No6oYHble

3¢ PekThbl. HemepneHHo ceaAXnTECh C Bpa4yoM Bawlero pebeHka unm
obpaTuTechb 3a MeAULNHCKOWM NoMoLLblo, ecnin y Bawwero pebeHka numeetcs
no60o1 N3 NnepeyncieHHbIX HUXKe MPU3HAaKoB UM CUMNTOMOB, KOTOPbIe MOTyT
ObITb CBAA3aHbl C O4EHb TXXeNbIM NO60YHbIM 3pPekTOM:

¢ [MpusHaku anneprnyeckon peakumnm, Takmne Kak Cbifnb, KpanuBHULA, 3yA,
NOKpPAaCHeBLUAA U OTeYHas KOXa C BOJSIAbIPAMN UK LWeNyLLeHNeM, BO3MOXHO
B COYETaHUN C INXOPaAKOoN, CBUCTALLLEE UM Xpunsilee ablxaHue,
CTeCHeHue B rpyau unn ropre, 3aTpygHeHHoe AbixaHne, rnoTaHne Uin peub,
Heobbl4YHasaA XPUNIOCTb, OTEYHOCTb B obnacTu pTa, nuua, ryb, a3bika nnu
ropna.

¢ HeoOblYHble OLLYLLIEeHNS XXKEeHUS, OHEMEHMNSA UM NOKaNbiBaHUS.

e CnabocTb.

¢ lIameHeHMne 3peHus.

e Jlio6oe HeobbACHMMOE 06pa3oBaHMe KPOBOMOATEKOB U KPOBOTEYEHNE.
e HapyweHune unn noteps namaTu.
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e TpyaHoCTU c xoObOo/N.

KakoBbl HekoTOpble gpyrne no6o4Hble 3¢pPpekTbl LAHHOIO

NleKapCTBEHHOr o npenaparta?

Jlio6o1h nekapCcTBEHHbIN NpenapaTt MoXeT MMeTb Nob6o4yHble 3pPpekTbl. OgHako

y MHOrux niogen no6o4Hblie 3dpdekTbl NMO6O He3HaunTenbHble, NM60 BoOO6LLEe
oTcyTcTBYylOT. CBAXUTECH C BpayoM Bawlero pebeHka nnm obpatuteco 3a
MeOMLUHCKO MOMOLLbIO, ecnn No6 01 N3 3TNX NN PYrnx No6OYHbIX

3¢ PekToB BecnokounT Bawero pebeHka, Unm ecnv oH He NPoXoaunT:

e [0NnoBoOKpYyXXeHne unu ronosHas 60osb.

e 3anop, onapes, 605nb B XXNUBOTE, TOLLUHOTA, PBOTA WX CHUXEHME anneTuTa.

e [3xora.

e [loTepsa Beca.

e [asoobpazoBaHue.

e BapyTne.

e CyxocCTbBO pTYy.

e bonun e cnunHe.

e CnasMbl MbiLLL, HOT.

e MbiLLeYHble cygoporu.

e OuyuleHne TAXECTU B pyKax X HOrax.
e HapyweHuna MeHCTpyanbHOro LuKna.

e [1lpu nprneme npenapaTa YacTo HabnogaeTcsa opPoXb Nn Tpemop. B
HEeKOTOPbIX C/ly4Yasx 3TO npoxoaut Yyepes 1-3 mecsaua. HemepneHHo
obpaTuTech Kk Bpayy, ecnu y Bawiero pebeHka nossBUI0Ch U yCUINNocCh
OPOXaHne nnm Tpemop pPyk.

[aHHbIN CNNCOK BO3MOXHbIX NO6OYHbIX 3 PeKTOB He ABNAETCS
ncyepnbiBalowmm. Ecnu y Bac BO3HMKNM BONPOCHI KacaTesbHO NO60YHbIX

3¢ PekTOB, 06paTNTECh K Bpayy Bawwero pebeHka. [IpoKOHCYNnbTNpynTech ¢
BpayoMm Baluero pebeHka oTHOCUTENbHO NOO6OYHbIX 3¢ PeKTOB.
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Bbl MOXKeTe coobLwnTb 0 PasBUTUM NOOOYHbIX 3¢ PeKTOB B HALMOHANbHOE
ynpasiieHne 3apaBOOXPaHeHNs.

Kak ny4ywie Bcero gaBaTb 3TOT IeKapPCTBEHHbIV NpenapaT?

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

e Jlyywe BCcero gaBaTb AaHHbIV NNeKapPCTBEHHbIN NpenapaT B nepepbiBax
MeXay nprueMaMu NI UM B COOTBETCTBUN C YKasaHuaMin Bpayva Bawwero
pebeHka.

L4 .D,aBa|7|Te OAaHHbIN npenapart B OAHO U TO XXe BpeMd OHA.

e MpoponkanTe gaBaTb 3TOT JIEKAPCTBEHHbIN NpenapaT B COOTBETCTBUN C
ykasaHunsamun Bpada Bawero pebeHka nnu gpyroro MeguumnHCKoro
paboTHMKa, gaxke ecnu y Bawero pebeHka xopoLlee caMO4yBCTBUE.

Yto penatb, ecnu Mo pebeHOoK NpoNnyCcTUT NpUeM 03bl
NeKapCcTBEHHOro npenapaTta?

e Bawemy pebeHky He cnenyeT NPUHMMaTb NPOMNYLLEHHYIO 403y, AanTe
eMy/el cnenyloLlyto O3y BOBPEMS.

e He cnepyet naBaTb A4BOVHYIO 4O3Y OOHOBPEMEHHO UM OONOTHUTEbHbIe
[,03bl.

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

e XpaHUTb NPV KOMHATHOW TeMrepaType B CyXoM MecTe. He xpaHnTb B
BaHHOMW.

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

L4 yTI/IﬂI/I3I/IpYI7ITe HencnoJ/ib3OBaHHbIE JIeKapPCTBEHHbIE NnpenapaTbl NN
npenapartbl C NCTEKLLUUM CPOKOM rogHOCTN. He BbinuBante B Tyanet nnn
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KaHanmsauuio 6e3 cooTBeTCTBYIOLWMX YKa3aHNn. Ecnn y Bac ecTb BONpoChl
OTHOCUTESNIbHO YyTUNN3aUNKM TeKAapPCTBEHHbIX NpenapaTos,
NPOKOHCYNbTUpPYyNTECh C papMaLeBTOM. B BalLieM pervoHe MmoryT
[0eNCTBOBaTb NPOrpamMmbl yTUAN3ALMN IEKAPCTBEHHbIX MPenapaTos.

O6wume cBegeHUs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cnmntombl nnn HapyLweHnd COCTOAHNA 300PO0Bb4A Bawero pe6eHKa He

YMeHbLUaTCA, U OTMeYvaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

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

o K HEKOTOPbIM J1IeKapCTBEHHbIM MpenapaTtaM MOryT npunjiaratbCqa gpyrume
I/IHCI)OpMaLI,I/IOHHbIe NNCTKN gNsa nauneHTa. Ecnn Y Bac ecTtb BOMPOCHI,

KacaloLmecs AaHHOTr O JIeKapCTBEHHOI O NpenapaTa, NPOKOHCYNbTUPYNTECH

C Bpa4oMm, MefcecTpon, papmaLeBTOM v apPYyruM paboTHNKOM
3[0aBOOXpPaHeHus.

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 KONTMYECTBE 1 Korga 3To NpousoLusio.

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 O/MKHA NCMOSb30BaTbCA B Ka4YecTBe
WHCTPYMEHTa, NOMOraloLLero nofib3oBaTeso NOHATb N (UN) OUEHNTb
NoTeHUManbHble BApUaHTbl onuarHocTukn n nevyenuns. OHa HE BknovaeT B cebs
BCIO NHPOPMaLMIO O COCTOAHUAX, METOAAX NleYeHns, NeKapcTBax, NO60YHbIX

addekTax nnm pmnckax, KoTopbie MOryT OTHOCUTbLCS K KOHKPETHOMY NauneHTy.

OHa He pomkHa cYNTaTbCA MeOUNLMHCKOW KOHCYIbTauunen unm 3aMeHom
MeONUNHCKON KOHCYbTauum, ANArHOCTUKIN UK NeYeHuns, NpeaoCcTaBNsaeMbIX
Bpa4OM Ha OCHOBe Bpa4eObHOro oocneqoBaHnNs N OLLEHKN KOHKPETHbIX 1
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YHUKaNbHbIX 06CTOATENbCTB NauneHTa. lNauneHTbl OMKHbI
NPOKOHCYIbTUPOBATbLCS C BPA4YOM AN NOSIy4YeHUs NONHON nHdopmaumm o
CBOEM 3[00pPOBbe, MEANLIMHCKUX BONPOCAaxX N BapnaHTax fie4eHus, BKJtoYas
nobble pNCKn NN NpenMyLLL,eCTBa B OTHOLLEHNN NCMOJIb30BaHNS IEKAPCTB.
[aHHasa nHdopmauns He ABNAETCA rapaHTUEN TOro, YTO BMA JIeYEHUs Nn
neKapCTBEHHbIV NpenapaT 6e3onaceH, apPpekTuBeH unm ogobpeH ansa nevyeHus
KOHKpeTHbIX nauneHToB. [pegnpuatune UpToDate, Inc. n ero povepHne
npepnpuaTNSA OTKa3blBAIOTCA OT NIOObIX FrapaHTUin unmn o6a3aTenbCcTs,
CBSI3aHHbIX C 3TON NHpOpMaumen nnm ee ncnonbloBaHmnem. lcnonbsosaHune
3TOM MHPOPMaUuUmM perynupyeTcs Y CnoBUSIMU NCMOJb30BaHNA,
npencTaBeHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2025-07-29

ABTOpCKOE NnpaBo

© UpToDate, Inc. n ee abpunnpoBaHHbie KOMNaHUu n/vnn nuueHsuapol, 2026.
Bce npaga 3awiunuieHobl.

Ecnny Bac ecTb BONPOCHI NAn onaceHunsi, N0O3BOHNTE CBOEMY
MeauUNHCKOMY coTpyaHuKy. CneunanncT Bawlemn nevawlern KoMaHabl
OTBETUT Ha 3BOHOK C NoHepaenbHmka no natHmyy ¢ 9:00 o 17:00 B gpyroe
BpeMs Bbl MOXKeTe OCTaBUTb COOBLLIEHE U NOTOBOPUTL C APYrM
Bpa4yoM ueHTpa MSK. Bbl Bcerga Mmoxxete CBA3aTbCs C AeXYPHbIM BPa4oM
unu Mmegcectpoin/menbpaTtoM. Ecnu Bbl He 3HaeTe, Kak CBA3aTbCA CO CBOUM
MeOVLUVHCKNM COTPYOAHNKOM, MO3BOHNTE No HoMmepy 212-639-2000.

OononHuTenbHyo NHPOPMaLMIO CM. B HaLLen BUPTyanbHoM 6ubnmuoTteke Ha
cante www.mskcc.org/pe.

Miglustat - Last updated on December 12,2022
Bce npaBa 3awmweHbl u npuHagnexat Memorial Sloan Kettering Cancer Center
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