MSK Kids

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

Taliglucerase Alfa

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
Elelyso

ToproBblie HanMeHoBaHuA: KaHapa
Elelyso [DSC]

[MpepynpexpeHune

¢ [1pn npyMeHeHUN oaHHOIr o NpenapaTa BO3HUKANM TaXernble
anneprunyeckme peakuuun. IHorga oHM HOCUMN YT POXKAIO LA XXU3HU
XapakTep. ITO NPONCXOAWI0 U Ha PaHHEe CTagun fie4eHuns, N nocne
ONNTEeNbHOro nevyeHus. HemegneHHo coobLmTe Bpayy, €Cnuv y Balluero
pebeHka BO3HMKN CbiMb, KPanNnMBHULA, 3y, 3aTPYAHEHHOE AbiXxaHue
NN XpUnbl, Kallenb, runepemus, oTek pTa, nmua, ryb, a3bika unm ropna,
CTeCHeHVe B rpyau, nepLueHne B ropne, TOWHOTAa UK PBOTA, NPU3HaKn
HU3KOr O KPOBSHOI O AaBMIE€HNS, TaKMe KaK rofioBOKPY>XEeHUe unm
noTeps Co3HaHus, nnu nobbie gpyrne noboyHbie addekTbl BO BpeMS
nnu nocne nHdysnu.

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?
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¢ [MpumeHsaeTca gna nedyeHns 6onesHu [owe.

Y10 Heobxognmo coobwmnTb Bpauy, NPEXKAE YEM mon
pebeHOK NpUMeT AaHHbIN IeKapCTBEeHHbIN NpenapaT?

e Ecnuy Bawero pebeHka anneprus Ha gaHHbIA Npenapar, Niobbie ero
cocTaBnsioLwme, gpyrve npenapatbl, NPOAYKTbl MNTAHNS NN BELLLeCTBa.
CoobwuTe Bpavy o6 anneprum n o ToM, Kak OHa nposiBnsnack y pebeHka.

CoueTaHuMe 3TOro npenapaTa c HEKOTOPbIMU NNIeKapPCTBaMn 1 3aboneBaHNaMU
MoXeT 6bITb HeOGNnaronpuUATHO.

[MpoKOHCYNbTUPYNTECH C BpayoM nnn dapmaueBTOM OTHOCUTENbHO BCEX
NeKapCTBEHHbIX NpenapaToB, KOTOopbie NpUHMMaeT Baw pebeHok (kak
peuenTypHbIX, Tak U NpnobpeTaembix 6e3 peuenTta, HaTypasnbHbIX NpenapaTax
N BUTAaMUHAX), @ TakXXe o npobnemax c ero s3gopoBbeM. Bam Heobxognmo
yOOCTOBEPUTbCS, YTO NpMeM AaHHOro npenaparta 6e3onaceH npwu
3aboneBaHuax Ballero pebeHka 1 B codeTaHNN C APYrMMU TeKapCTBEHHbIMUA
npenapaTamu, KOTOPbIE OH y)Ke NpuHUMaeT. He cnegyeT HauyMHaTh,
npekpaLlaTb NPNeM U U3MEHATb AO03NPOBKY Kakoro-nmbo nekapCcTBEHHOr O
npenapaTa, KOTOpPbIN NPUHUMaeT Bawl pebeHok, 6e3 cornacoBaHus C BpayomM.

Y10 MHe Heob6XxoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOK NpUHUMaeT fAaHHbIN NpenapaTt?

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

e CnegunTte 3a TeM, 4TOObI pebeHOK NPOXOANST aHaNn3bl KPOBU N gpyrue
nabopaTopHble aHanNM3bl B COOTBETCTBUN C YKa3zaHUAMIN BpaYa.

Ecnu Bawa po4yb 6epemeHHa unm kopMnt pebeHka rpyablo:

¢ [TpOKOHCYNbTUPYNTECH C BPayYOM, eCrni Balla o4b 6epemMeHHa,
3abepeMeHena unm kopmut pebeHka rpyabilo. Heobxognmo 6ypeT
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obcyonTb NnpenmyLiecTBa n PUCKN Ois Ballen govepu n ee pebeHka.

O kaknx no6o4HbIX 3¢pPpekTax MHe cnepyeT HeEMeJIeHHO
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. HemeaneHHo cBaAXMTECh C Bpa4yoM Bawlero pebeHka unum
obpaTuTechb 3a MeAULNHCKOW NoMoLLblo, ecnin y Bawwero pebeHka numeetcs
no60o1 N3 NnepeyncieHHbIX HUXKe MPU3HAaKoB UM CUMNTOMOB, KOTOPbIe MOTyT
ObITb CBA3aHbl C O4€Hb TAXeNbIM NO60YHbIM 3pPekTOM:

¢ [MpusHaku anneprnyeckon peakumnm, Takme Kak Cbifnb, KpanuBHULA, 3yA,
NOKpPAaCHeBLUAA U OTeYHas KOXa C BONIAbIPAMN UK LWeNyLLIeHNeM, BO3MOXHO
B COYETaHUN C NINXOPaAKOoN, CBUCTSALLLEE UM Xpunsilee abixaHue,
CTeCHeHue B rpyau unn ropre, 3aTpygHeHHoe AbixaHne, rnoTaHne Unn peub,
Heobbl4YHasA XPUNIoOCTb, OTEYHOCTb B 06nacTu pTa, nuua, ryb, a3bika nnu
ropna.

KakoBbl HekoTOpbIe gpyrue nob6o4Hble 3pPeKTbl AaHHOIO
NleKapCTBEHHOro npenapaTa?

INMio6o1i nekapCcTBEHHbIN NpenapaTt MoXeT UMeTb No6oYHble 3pdekTbl. OgHako
y MHOrnx niogen nob6oyHble 3ppekTbl NMbo He3HaunTenbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeOMLNHCKO MOMOLLbIO, eCnn M0G0 N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB HecnokonT Bawero pebeHka, unm ecnm oH He NPOXOANnT:

[onoBHas 605b.

bonb B cycTaBe.

OwyLeHre yctanoctu unu cnabocrtu.

Bonb B knwe4yHuke.

bonb B pykax unm Horax.

,D,aHHbIIZ CMNCOK BO3MOXHbIX MOBOYHbIX 3CI)¢GKTOB He ABNdeTC4d
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ncyepnbiBaloLwmMm. Ecnm y Bac Bo3HMKNM BONpPOChl KacaTenbHO NOBGOYHbIX
3ddekTOB, 06paTuTeCh K Bpayy Bawero pebeHka. [1poKoHCynbTNpynTech C
Bpa4yoM Bawero pebeHka oTHocnTeNnbHO NOH6OYHbIX 3P PeKTOB.

Bbl MOXeTe COO6LL|,I/ITb O pa3BnTnNnN No6oYHbIX BCI)CIDQKTOB B HaUuMOHaJIbHOE
ynpaeneHne 34paBoOOXpPaHEeHNA.

Kak ny4wue Bcero gaBaTtb 3TOT JIEKAaPCTBEHHbIN NpenapaT?

[aBaniTe gaHHbI NpenapaT Bawemy pebeHky B COOTBETCTBUN C
npepnucaHuamMm Bpaya. lNpounTtanTe BCio npegocTaBneHHyto Bam
nHpopmaunio. CTporo cnepgynte BCEM UHCTPYKLUSAM.

e DTOT NpenapaT BBOAAT MUHPY3MOHHO BHYTPNBEHHO HENPEPbLIBHO B TE@YEHNE
onpeneneHHoro BPpeMeHu.

¢ [lepen npnMeHeHeM OAaHHOr O NpenapaTa MOXHO NPUHMMaTb gpyrue
CpencTBa Anga npepoTBpaLweHns Nob6o4Hbix 3pPeKToB.

Yto penatb, ecnu Mo pebeHoK NponycTUT NPprUeM A03bl
NleKapCTBEHHOro npenapaTa?

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

Kak MHe xpaHuTb 1 (Mnn) BbIBPOCUTb 3TOT JIEKAPCTBEHHDIN
npenapar?

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

O6wume cBegeHNs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cumnToMbl nn HapyLleHNsa COCTOAHUA 300poBbs Bawero pebeHka He
YMeHbLUaTCA, U OTMeYvaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

e He penntecb nekapcTBOM BaLlero pebeHka c opyrmmm v He gaBanTe Ybe-
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nnbo nekapcTBo BaweMy pebeHky.

e XpaHunTe BCe NeKapCTBeHHble NpenapaTtbl B 6e3onacHOM MecTe. XpaHuTe
BCe JIeKapCTBEHHbIe NpenapaThbl B MecTe, HEAOCTYMHOM AN AeTen n
0OMALLUHUX )XNBOTHbIX.

e YTUnnsupymnTe Hemcnonb3oBaHHble NekapCTBEeHHbIe NpenapaThbl UK
npenapaTbl C UCTEKLLUUM CPOKOM rogHoCcTU. He BbinnBanTe B TyaneT nnm
KaHanmsauuio 6e3 cooTBeTCTBYIOLWMX YKa3aHnn. Ecnny Bac ecTb BONpoChl
OTHOCUTENIbHO YyTUNN3aUUKM TeKAapPCTBEHHbIX 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,

KacaloLmecs AaHHOIr o IeKapCTBEHHOr o NpenapaTa, NPOKOHCYNbTUPYNTECh

C Bpa4oMm, MefcecTpomn, papmaueBTOM Unuv gpyrum paboTHNKOM
30paBOOXpPaHEeHNs.

e Ecnu Bbl cuntaeTe, YTO NpounsoLLNIa Nepeno3npPoBKa NpenapaTa,
HeMe[J/1IeHHO NO3BOHNTE B TOKCUKOIOrMYeCKU 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
orpaHu4yeHne oTBETCTBEHHOCTMU

OTa 0606LuieHHasa MHpopMauus BKITlOYaAET KpaTKue CBegeHNs O onarHose,
nevyeHun n/nnu nekapcTteeHHoM npenapate. OHa He ABNsAeTCH
BCeo6beMNIoL MM NCTOYHUKOM AaHHbIX U OJKHA UCMOJb30BaTbCA B Ka4yecTBe
WHCTPYMEHTAa, NOMOraloLLero nofib3oBaTesio NOHATb 1 (UN) OUEHNTb
noTeHuManbHble BapuaHTbl gnuarHocTukn u nevyenus. OHa HE BknovaeT B cebs
BCIO NHPOPMALMIO O COCTOAHUAX, METOAAX NleYeHns, NeKapcTBax, No60YHbIX

3P peKkTax nnm pnckax, KoTopblie MOryT OTHOCUTbLCS K KOHKPETHOMY NauneHTYy.

OHaHe OOJKHA CYNTATbCA MeANLUNHCKON KOHCYHbT&Ll,I/IGI?I N 3aMeHOI
MeaouUUHCKOW KOHCYJIbTaulnn, ONarHOCTUKN Uin nevyeHna, npegocCtaBlideMbliX
Bpa4OM Ha OCHOBe Bpaqe6Horo O6CJ'IeJJ,OBaHI/IF| N OUEHKN KOHKPEeTHbIX N
YHKalbHbIX obcTtoaTenbcTB naumeHTa. lNaumeHTbl QOMKHbI
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NPOKOHCYNIbTUPOBATbCS C BPA4YOM AN NOSy4YeHUs NONHON nHdopmaumm o
CBOEM 3[00pOBbe, MEANLIMHCKUX BONPOCAax N BapnaHTax fie4eHus, BKJtoYas
nobble pNCKn NN NPenMyLLLeCTBa B OTHOLLEHNN NCMOJIb30BaHNS IEKAPCTB.
[aHHasa nHdopmaums He ABNAETCSA rapaHTUen TOro, YTo BMA JIeYEHUs K
neKkapCcTBeHHbIN npenapaT 6e3onaceH, apdekTnBeH unm ogobpeH ans nevyeHus
KOHKpeTHbIX nauneHToB. [pegnpuatue UpToDate, Inc. u ero povepHne
npepnpuaTNA OTKa3bIBAIOTCSA 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
2024-07-22

ABTOpCKOe NnpaBo

© UpToDate, Inc. n ee adbpunnpoBaHHbie kKoMnaHum n/vnmn nuueHsumapol, 2025.
Bce npaBa 3awiunuieHsbl.

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.

OononHuTenbHyo NHPOpPMaLMIO CM. B HaLLen BUPTyanbHoOM 6ubnmuoTteke Ha
cante www.mskcc.org/pe.

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

Memorial Sloan Kettering
Cancer Center
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