MSK Kids

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

Alglucosidase Alfa

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
Lumizyme

TOpFOBbIe HanMmeHoBaHuA: KaHapga
Myozyme
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[MpepynpexpeHune

¢ [1lpy NpMeHeHNN 3TOro npenapaTa BO3HMKANM anneprnyeckne n
NH}Y3NOHHbIE peakunn. Anneprnyeckue peakumm BO3HUKaNM He
nospHee 3 YyacoB nocre nHdysmn. Hekotopblie peakunm 6binn
TSAXENbIMU UM NPEeACcTaBAANN YrPOo3Y ANS XXN3HMN.

e CoobwunTe Bpayy, ecnu y Baluero pebeHka nosasunacb 60b B CnHe,
MbILLLIAX NN CYCTaBaXx; XXOKeHne, OHeMeHure unm nokanbiBaHue; 60/b B
rpyawn; Kallenb; rofIoBOKpPYXXeHne v noTeps Co3HaHUs; yCKopeHune,
3aMefi/IeHne U1 HapyLLeHne cepaeyYHoro pnTMa; Xxap nim o3Hob;
rpunnonopo6Hble CUMNTOMbI; FofIoBHas 60/1b; CyaopPOru; APoXb; OTeK;
4YyBCTBO CTECHEHUS B rpyau Unm ropne; nogepruBaHns MblllL; TOLLIHOTA
Unn pBoTa.

e CoobLmTe Bpayy, ecnu Baw pebeHOK YyBCTBYET Xap NN XONOo[, eClin y
Hero 6negHas, CUHIOLLIHAA U cepas KoXKa UK HOFTU; YCKOpPEeHHoe
OblXaHne; 3aTPyAHEHHOe AbiXxaHne; CBUCTSALLEee AbiXaHne; NOTIMBOCTb;
runepemus (NPUNMB KPOBU K NNLY); 3yA; KPannBHWLA; U CbiMb.

o CBaAXutecbc Bpa4yoOM npu nodesieHNn y eaLlero pe6eHKa
BOB6Y)KJJ,eHHOCTI/I, HePBO3HOCTU NN 6ecrnokoncTea.

e CoobwunTe Bpayy, ecnu y Ballero pebeHka ecTb HapyLLUEeHUs CO
CTOPOHbI cepaua unn nerkux. HapyLueHnsa co cTopoHbl cepaua nnu
Nerknx MoryT ycyrybutbcs Bo BpemMsa uHdy3nu. lMpokoHCcynbTpynTech
C Bpavom.

¢ [Mocne nevyeHns c NpUMeHeHNEeM 3TOro npenapaTta oTMeYannucb oYeHb
TAXerble peakunun B BUae HapyLueHUs GYHKLNN NOYEK N KOXKHbIX
peakuunin. DTu peakuun PpasBUBaNNCb Ha NPOTAXEHUN Nepuoaa oT
HeCKObKUX Hepenb A0 3 eT Noc/e Havana evyeHuns.
[MPOKOHCYNbTUPYNTECH C BPAYOM.

[1nqa yero ncnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

e DTOT NpenapaTt NpUMeHNAIoT ona nevyeHnsa 6onesHn NMomne.
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Y10 Heobxoaumo coobwmnTb Bpayy, NPEXOE YEM mon
pebeHOK NpUMeT AaHHbIV IeKapCTBEeHHbIV Npenapat?

e Ecnn y BaLlero pe6eHKa anneprnd Ha OAHHbIN npenapar, nooble ero
cocTaBdlowne, gpyrme npenapatbl, NPOAYKTbI MTMTaHUA U BeLLeCTBa.
COO6LIJ,I/ITe Bpa4y 06 anneprnnmm o ToOM, Kak OHa npodssianacb y pe6eHKa.

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

[MpOKOHCYNbTUPYNTECH C BPa4YoM nnn papmaLeBTOM OTHOCUTENbHO BCEX
NleKapCTBEHHbIX NpenapaToB, KOTopbie NPUHMMaeT Bawl pebeHok (kak
peuenTypHbIX, Tak U NpnobpeTaembix 6e3 peuenTa, HaTypalbHbIX NpenapaTax
N BUTAaMMHaXxX), a Takxke o npobnemax c ero 3gopoebeM. Bam Heobxognmo
yOOCTOBEPUTbLCS, YTO NPMeM AaHHOro npenaparta 6e3onaceH npwu
3aboneBaHusAX Bawlero pebeHka n B coYeTaHUM C 4pYyrnumMu nekapCcTBeHHbIMA
npenapaTaMu, KOTOPbIE OH Y)Ke NpuHUMaeT. He cnegyeT Ha4YMHaTb,
npekpaLlaTb NPUeM U U3MeHATb 003NPOBKY Kakoro-nmbo nekapCTBeHHOr o
npenapaTa, KOTOPbIA NPUHUMaeT Ball pebeHokK, 6e3 cornacoBaHus C BpayomM.

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

e CoobwnTte BCEM MEOUNLMHCKMM paboTHMKaM, obecneyrBatoLLnM
MepgunuunHckoe obcnyxmnBaHne Bawero pebeHka, o ToMm, 4to Baw pebeHok
NPUHNMaET 3TOT JIEKAPCTBEHHbIN NpenapaT. DTo Bpayn, MeacecTpbl,
$apmaueBTbl U cTOMaTonoru Bawero pebeHka.

e Cnegunte 3a TeM, 4ToObI pebeHOK NPOXOANST aHann3bl KPOBU N opyrue
nabopaTopHble aHanNn3bl B COOTBETCTBUN C YKa3aHUAMIN BpaYa.

e Ecnun Baw pebeHok 3annaHMpoOBaH Ha NPoBeaeHNe aHecTesnu,
NPOKOHCYNbTUPYNTECH C BPa4YoOM. Y HEKOTOPbIX NTOAEN BO3MOXHO
NOBbILLUEHNE PUCKa HapYLLUEHWI cepaeYHoro putmMa 1 BHe3anHom cMepTun ns-
3a npobnem c cepauem.

Ecnu Bawa po4yb 6epemeHHa unm kopmnt pebeHka rpyablo:
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¢ [TpOKOHCYNbTUPYNTECH C BPa4YOM, eCrniv Balla o4b 6epemMeHHa,
3abepeMeHena unn kopmut pebeHka rpyabio. Heobxognmo 6ypeT
obcyonTb NnpenmyLecTBa 1 PUCKN Ois Ballen govepu n ee pebeHka.

O kaknx no6o4HbIX 3pPpekTax MHe cnepyeT HeEMeJIeHHO
coobuatb nevyawlemy Bpavy moero pebeHka?
MPEOYNPEXXOEHNE/NMPEOOCTEPEXXEHUE: XoT4 1 B pegkux cny4vasx, HO y
HEKOTOPbLIX NaUuMNeHTOB npmneM AaHHOrr o JiIieKapCTBeHHOI o rpenaparta MoXeT
BbI3blBaTb O4€Hb Cepbe3Hble, a MHOIrga n cMepTesibHO ONnacCHble nob6o4Hble
3¢ PekThbl. HemepneHHo ceaXnTECh C Bpa4yoM Bawlero pebeHka unum
O6paTI/ITer 3a Me,lJ,I/ILl,I/IHCKOI‘/'I noMoLlblo, eciiny Bawiero pe6eHKa nmeeTCcd

noo6on ns nepevdnciyieHHbIX HXe nNpn3Hakoe Wi CMMNToOMOB, KOTOPbl€ MOTYT

ObITb CBAA3aHbl C O4EHb TAXeNbIM NO60YHbIM 3pPekTOM:

¢ [lpn3Haku annepruyeckomn peakummn, Takme Kak Cbifb, KpanuBHMLA, 3y,

noKpacHeBLlaa n oTevyHad KO>XXa C BogblpaMn nnnm wuenyuweHmnem, BO3MOXHO

B coYvYeTaHunnmc J'IVIXOp8,U,KOI7I, cBucTdllee nnm Xxpunduiee abiXxaHme,

CTeCHeHUe B Fpyan nnmn ropne, saTpyoHeHHoe abixaHue, rnoTaHne um peydb,

Heobbl4YHasaA XPUNIOCTb, OTEYHOCTb B 06nacTu pTa, nuua, ryb, a3bika nnu
ropna.

¢ [lpusHakm npobnem c noykamu, B T. 4. OTCYTCTBME MOYEUCNyCKaHuS,

n3MeHeHne o6beMa Mouu, KPoBb B MoYve Nnbo peskuin Habop Macchbl Tena.

e Jlio6oe nsMmeHeHMe Ha KoXe.
e Oppblwka, pe3knin Habop Maccbl Tena UM oTek PyK UK HOT.

e YyBCTBO KpanHen yctanoctu unm cnabocru.

KakoBbl HekoTOpbIe gpyrue nob6o4Hble 3pPeKTbl faHHOIO

NleKapCTBEHHOro npenapaTa?

Jlro6o1h nekapCcTBEHHbIN NpenapaTt MoXeT MMeTb Nobo4yHble 3¢pPpekThl. OgHako

y MHOIrnx niogen nob6oyHble 3ppekTbl NMbo He3HaunTenbHble, NM60 BoOOLLE

oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeaULMHCKOI NOMOLLbIO, eCnn NoOOoN N3 3TUX NN APYrnX NOOOYHbIX
3¢pPekToB HecnokonT Bawero pebeHka, unm ecnv oH He NPOXOANnT:
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e [Mnapes nnu sanop.

e HapyweHus cHa.

[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 MOXeTe coobLmnTb 0 pasBuTum Nno60o4HbIX 3P PEeKTOB B HALMOHANbHOE
ynpaerieHne 3apaBOOXPaHeHNs.

Kak ny4yLie Bcero gaBaTb 3TOT IeKapPCTBEHHbIV NpenapaT?

[aBanTe gaHHbIN NnpenapaT Bawemy pebeHKy B COOTBETCTBUN C
npegnucaHnaMmn Bpaya. lNpounTtanTe BCIO NnpenocTaBneHHyto Bam
nHpopmaumio. CTporo cnegymnte BCEM UHCTPYKLMNAM.

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

¢ [Nepen npnMeHeHNEM faHHOI O NpenapaTta MOXHO NPUHUMaTb gpyrue
cpencTBa ona npepoTBpaLleHnsa Nno6o4YHbIx 3¢ PeKkToB.

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

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

Kak MHe xpaHuTb n (nnn) BbIOPOCUTL 3TOT JIeKAPCTBEHHbIN
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
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Ecnu cuMnTOMBI NN HapYyLLEHUS COCTOSAHUSA 300POoBbs Ballero pebeHka He
YMEHbLUAIOTCA, U OTMeYaeTCcs yxyaweHue, obpatuTtech K Bpayy Bawiero
pebeHkKa.

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

XpaHuTe BCe NieKapCcTBeHHbIe NpenapaThbl B 6e30nacHoM MecTe. XpaHuTe
BCe JleKapCTBEHHbIe NpenapaTbl B MecTe, HEAOCTYMHOM AN AeTen n
0OMALLUHUX )XUBOTHbIX.

YTunnusnpyrite HEMCNOb30BaHHbIe NIEKAPCTBEHHbIE NpenapaTbl Nn
npenapaTbl C UCTEKLLUUM CPOKOM rogHoCTU. He BbinnBanTe B TyaneT nnu
KaHanmsauuio 6e3 cooTBeTCTBYIOLWMX YKa3aHnn. Ecnny Bac ecTb BONpoChl
OTHOCUTENIbHO YyTUNN3aUNKM NeKapCTBEHHbIX NpenapaTos,
NPOKOHCYNbTUpPYyNTECh C papMaLeBTOM. B BalLieM pervoHe MmoryT
[0eNCTBOBaTb NPOrpamMmmbl yTUAN3ALNN IEKAPCTBEHHbIX MPenapaTos.

e KHekoTOopbIM NekapCcTBEeHHbIM NpenapaTam MOryT npunaraTbcs gpyrme
NHPOPMaLMOHHbIE NNCTKK AN nauneHTa. Ecnuy Bac ectb Bonpochi,
Kacalowmecs AaHHOr O ieKapCTBEHHOr O NpenapaTta, NPOKOHCYNbTUPYNTECh
c Bpa4yoM Bawero pebeHka, MegcecTtpon, dapMaueBTOM Ui gpyrum
paboTHUKOM 30paBOOXpPaHEHUS.

e Ecnu Bbl cuntaeTe, YTO NpounsoLLNa Nepeno3npPoBKa NpenapaTa,
HeMe[J/1IeHHO NO3BOHNTE B TOKCUKOIOrMYEeCKU LeHTP nnn obpatutechb 3a
MeaULMNHCKO NoMoLlblo. byabTe roToBbl COOBLLMTL UM NOKa3aTb, KAKOW
npenapaT Bbl NPUHANN, B KAKOM KONMYECTBE N KOraa 3TO NPOnN3oLWIo.

Ncnonb3oBaHne nHipopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

OTa 0606LuieHHasa MHpopMauus BKITOYaAET KpaTKue CBeeHns O ouarHose,
nevyeHun n/nnu nekapcrteeHHoM npenapate. OHa He ABNsAeTCH
BCeob6beMNIoL MM NCTOYHUKOM AaHHbIX U OJKHA UCMOJIb30BaTbCA B Ka4yecTBe
WHCTPYMEHTAa, NOMOraloLLero nofib3oBaTeso NOHATb 1 (UN) OUEHNTb
noTeHuManbHble BApuaHTbl gnuarHocTukn u nevyenus. OHa HE BknovaeT B cebs
BCIO NHPOPMaALMIO O COCTOAHUAX, METOAAX NleYeHuns, NeKapcTBax, NO60YHbIX
adpdeKkTax nnm pnckax, Kotopblie MOryT OTHOCUTBLCS K KOHKPETHOMY NaLneHTYy.
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OHa He gomkHa cYNTaTbCA MeONLMHCKOW KOHCYIbTauunen unm 3aMeHom
MeONLNHCKON KOHCYbTauum, AUAarHOCTUKIN UK NeYeHuns, NpeaoCcTaBNsaeMbIX
Blpa4OM Ha OCHOBe Bpa4eObHOro oocneqoBaHnNs N OLLEHKN KOHKPETHbIX 1
YHUKaNbHbIX 06CTOATENbCTB NauneHTa. NauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBATbLCA C BPAYOM AJis Noy4YeHus nonHon nHpopmaumm o
CBOEM 30,0POBbe, MEANLNHCKNX BOMPOCAax 1 BapuaHTax evyeHuns, Bkio4vas
no6ble PUCKU UNN NPenMyLLeCTBa B OTHOLLEHUN NCMONb30BaHNSA NEKAPCTB.
[aHHaa nHpopMauunsa He IBNSEeTCA rapaHTUeNn TOro, YTo B NIeYeHns nnm

nekapcTBEHHbIV NpenapaT 6e3onaceH, 3¢pPpekTuBeH Unm ogobpeH ansa nevyeHus

KOHKpeTHbIX nauneHToB. [lpegnpuatue UpToDate, Inc. u ero povepHne
NpeanpuaTnSa OTKasblBalOTCS OT NMOObIX rapaHTuin unn ob6g3aTenbCcTs,
CBSi3aHHbIX C 3TON MHPOpPMaLmen unmn ee ncnosibaosaHmneM. MicnonbsosaHune
3TON NHOpPMaUUN perynnupyeTca Y cnoBusmMm NCNosib30BaHMS,
npencTaBfieHHbIMUN Ha Be6-CTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-04-16

ABTOpCKOE NnpaBo

© UpToDate, Inc. u ee adpPpunupoBaHHble KOMNAHUM U/nu nuueHsnapbl, 2026.

Bce npaBa 3awiunuieHbl.
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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
BpeMSs 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.

Alglucosidase Alfa - 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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