MSK Kids

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

Galsulfase

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
Naglazyme

ToproBblie HanMeHoBaHuA: KaHapa
Naglazyme

[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 nosiBUNIacCh CbiMb, KPAaNUBHNLA, 3yA, 3aTPYAHEHHOE AblXaHue,
Kallenb, OTeK pPTa, nnua, ryb, a3bika nnv ropna, NpPusHakn HA3KOro
KPOBSIHOI O JaBieHUsl, Takmne Kak FoOfIOBOKPY>KEHME Ui noTeps
CO3HaHusA, unn niobble gpyrue HexenaTenbHble 3¢pdeKkTbl BO BpeMS Unn
nocne nHdysunu.

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

e D10 J1eKapCTBO NCNOoJib3yeTCd A4 nevYyeHnd MyKonosimcaxapmnaosa VI tnna.
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Y10 Heobxognmo coobwmnTb Bpayy, NPEXKAE YEM mon
pebeHOoK NpUMeT AaHHbIN IeKapCTBEeHHbIN NpenapaT?

e Ecnuy Bawero pebeHka anneprus Ha paHHbIA Npenapar, Niobbie ero
cocTaBnsioLwme, gpyrve npenapaTbl, NPOAYKTbl MNTAaHNS UK BeLLLeCTBa.
CoobwuTe Bpavy o6 anneprum n o ToM, Kak OHa nposiBnsnack y pebeHka.

e [Mpn Hann4ynm y Bawero pebeHka nMxopapku nnm npobnem co CTOPOHbI
Nerkux Unn HapyLeHnn gbiXxaHus.

,D,aHHbIIZ CnMnNCoK JiekapcCTtB n 3860ﬂeBaHI/II7I, KOTOpble MOTYyT He6HaFOI'I|OI/IF|THO
covyeTaTbCd C npneMoM AlaHHOTI O npenapaTa, He 4BJideTCA ncyepnbiBalOWNM.

[MpoKOHCYNbTUPYNTECH C BpayoM nnn papmaueBTOM 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 6esonaceH npwu
3aboneBaHunax Ballero pebeHka 1 B coueTaHNN C APYrMMU IeKapCTBEHHbIMU
npenapaTamu, KOTOPbIE OH y)Ke NpuH1UMaeT. He cnegyeT Ha4yMHaTh,
npekpaLlaTb NPNeM UN U3MEHATb AO03NPOBKY Kakoro-nmbo nekapCcTBEHHOr o
npenapaTa, KOTOpPbIN NPUHUMaeT Ball pebeHok, 6e3 cornacoBaHus C BPayomM.

Y10 MHe Heob6xoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOoK NpUHUMaeT OAaHHbIN NnpenapaTt?

e CoobwnTte BCEM MEONLMHCKMM paboTHMKaM, obecneymBatowLnM
MeauunHckoe obcnyxxmneaHune Bawero pebeHka, o ToM, 4To Baw pebeHok
NPUHNMaET 3TOT JIeKAapPCTBEHHbIN NpenapaTt. DTo Bpayn, MeacecTpbl,
¢dapmaueBTbl U cTOMaTonorun Bawero pebeHka.

e Cnegunte 3a TeM, 4TOObI pebeHOK NPOXOANST aHaNn3bl KPOBU N gpyrue
nabopaTopHblie aHanNn3bl B COOTBETCTBUN C YKa3zaHUAMIN BpaYa.

Ecnu Bawa po4yb 6epemeHHa unm kopMmnt pebeHka rpyablo:

¢ [TpOKOHCYNbTUPYNTECH C BPaYOM, eCrniv Balla o4b 6epemMeHHa,
3abepeMeHena unm kopmut pebeHka rpyablo. Heobxognmo 6ypeT
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obcyonTb NpenmMyLLecTBa 1 PUCKN 019 Ballel 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 INXOPaAKOoN, CBUCTALLLEE UM XpunsLiee abixaHue,
CTeCHeHue B rpyau unn ropre, 3aTpygHeHHoe AbixaHne, rnoTaHne Unn peub,
Heobbl4YHasA XPUNIoOCTb, OTEYHOCTb B 06nacTu pTa, nuua, ryb, a3bika nnu
ropna.

¢ [lpn3Haku Nnpobnem c noyYkamu, B T. 4. OTCYTCTBME MOYEUNCNyCKaHus,
n3MeHeHne o6beMa Mouu, KPOBb B Mo4e NNbo pe3kuii HAbop Macchl Tena.

¢ lIameHeHmne cnyxa.

e HapyweHue gBuratenbHbix GyHKUUNA.

e bonu B cnuHe.

e [loTeps KOHTPONSA HAaQ ONOPOXKHEHUEM KULLEYHUKA NN MOYEeNCNYyCKaHNEM.

¢ [1lpy npnMeHeHNN 3TOro npenapaTa Habnoganucb NHPY3NOHHbIE peakLnu.
NHorpa oHn MoryT 6biTb TsHkenbiMn. HemepneHHo coobwwnTe Bpayy, ecnuy
BaLLero pebeHka BO3HMKNN 60ONb B rpyaun, kaluesnb, 6onb unu pasgpaxeHue
rnas, nmxopagka unm o3Hob, ApoXb, 3aTPyQHEHHOE AblXaHne, MPU3HaKW
MNOBbILLEHHOI O UJTN MOHMKEHHOI O apTepuanbHOro AaBfeHns, Takne Kak
rONOBOKPY>XEHMe Uin ronoBHas 60nb, NOTepsa CO3HAHUSA U HapYyLLUeHne
3peHus, 60nb B XXMBOTE, TOLLIHOTA WK pBOTa unu gpyrue addekTbl BO
Bpems NHPy3unm.
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KakoBbl HekOoTOpble apyrmue nob6o4Hble 3¢pPeKTbl faHHOIO
NleKapCTBEHHOro npenapaTa?
Jlio6o1h nekapCcTBEHHbBIN NpenapaTt MoXeT MMeTb Nob6o4yHble 3¢pPpekThl. OgHako

y MHOIrnx niogen nob6oyHble 3ppekTbl NMbO He3HaunTenbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeOMLNHCKO MOMOLLbIO, eCnn N6 0o N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB HecnokonT Bawero pebeHka, unm ecnm oH He NPOXOANnT:

e bonb B KNLEYHUKe.

e bonbBcycTase.

e bonbByxe.

e TowHoTa nnu peBoTa.

e [onoBHas 60nb.

e 3anoXeHHbIN HOC.

e bonbBropne.

e OulyweHne yctanoctun unm cnaboctum.
[laHHbI CNMCOK BO3MOXHbIX NOOOYHbIX 3¢ PeKkTOB He ABNsAeTCH
ncyepnbiBaoLwmM. Ecnm y Bac Bo3HMKNM BONpPOChl KacaTeNbHO NOBGOYHbIX

3¢pPekTOB, 06paTUTECh K Bpayy Bawero pebeHka. lMpokoHcynbTUpynTech C
Bpa4yoM Bawero pebeHka oTHocnTeNbHO NOH6OYHbIX 3P PeKTOB.

Bbl MOXKeTe coobLwnTb 0 PasBUTUM NOOOYHbIX 3¢ PeKTOB B HALMOHANbHOE
ynpasiieHne 3a0paBOOXPaHeHNs.

Kak ny4yLie Bcero gaBaTb 3TOT IeKapCTBEHHbIV NpenapaT?

[aBariTe gaHHbIN NpenapaT Bawemy pebeHky B COOTBETCTBUN C
npeanucaHnamMm Bpava. [NpounTanTe BClo npepocTaBneHHyto Bam
nupopmaunio. Ctporo cnegynte BCEM UHCTPYKLUSAM.

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

L4 I'Iepe,u, npnmMmeHeHneM 0aHHOro npenapata MOXXHO NpnMHUMaTb gpyrmne

4/7



cpencTBa Anga npepoTBpaLwleHns Nob6oYHbix 3pPeKToB.

Yto penatb, ecnu Mo pebeHoK NponyCcTUT NprUeM A03bl
NleKapCTBEHHOro npenapaTa?

e CBsxuTtechb c BpayoM Bawero pebeHka, YTo6bl BbISCHUTb XO4 AallbHEeALLNX
O0EencTBUN.

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

e EcnmBaM Heo6xo0OMMO XpPaHUTb 3TOT NIeKapPCTBEHHbIN NpenapaT 4oMa,
y3HalTe YCNOBUSA €ro XpaHeHUs y Bpaya Ballero pebeHka, MeacecTpbl Unu
$dapmauesTa.

O6wume cBegeHMs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cumnToMbl nn HapyLleHNs COCTOAHUA 300poBbsa Bawero pebeHka 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.

e XpaHunTe BCe NIeKapCTBEHHbIE NpenapaThbl B 6be3onacHOM MecTe. XpaHute
BCe NIeKapCTBEeHHble NpenapaTbl B MecTe, HeOOCTYNHOM /19 AeTen
OOMALLUHNX XNBOTHbIX.

e YTUNnsnpymnTte Hemcnosib3oBaHHble NIeKapCTBEHHbIE NpenapaTtbl Un
npenapaTtbl C UCTEKLLMM CPOKOM rogHOCTU. He BbiNnBanTe B TyaneT unm
KaHanmsauumio 6e3 cooTBeTCTBYIOLLUX YKa3aHui. Ecnny Bac ecTb Bonpochl
OTHOCUTENIbHO YTUNN3aLMKN NeKapCTBEHHbIX NPenapaTos.,
NPOKOHCYNbTNPYNTECh C papmaLeBTOM. B BaleM pervoHe MmoryT
OEeNCTBOBATb NPOrpamMMbl yTUNN3aLUNN NIEKAPCTBEHHbIX NpenapaTos.

¢ KHeKOTOpbIM NlekapCTBEHHbIM NpenapaTtaM MOryT Npunaratbca gpyrmne
NHGOPMaALUNOHHbIE NUCTKK NS nauneHTa. Ecnny Bac ectb Bonpochl,
KacaloLmnecs 0aHHOr o IeKapCTBEHHOI O NpenapaTa, NPOKOHCYNbTUPYNTECH
c BpayoM Bawuero pebeHka, MeacecTtpoli, dapmaueBToM Unu gpyrmum
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pPabOTHMKOM 30PaBOOXPAHEHUS.

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

Ncnonb3oBaHne nHipopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

OTa 0606LuleHHasa MHpopMauus BKITOYaAEeT KpaTKue CBeeHNs O onarHose,
neyvyeHun n/nnu nekapcteeHHoM npenapate. OHa He ABNsAeTCH
BCeo6beMNIoLMM 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 NleYeHuns, NeKapcTBax, NO60YHbIX
a3dpdeKkTax nnm pmnckax, Kotopble MOryT OTHOCUTBLCS K KOHKPETHOMY NaLneHTYy.
OHa He gonkKHa CYMTATbCA MeANLUNHCKOW KOHCYIbTauuen nnm sameHom
MeANLMNHCKO KOHCYNbTauumn, ANarHoCTUKN NN Nle4YeHns, NpenoCcTaBiseMblX
Bpa4OM Ha OCHOBe Bpa4yeObHoro oocneqoBaHnNs N OLEeHKN KOHKPETHbIX 1
YHUKANbHbIX 06CTOATENbCTB NauneHTa. NauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBATbLCS C BPAa4YOM ANS NoSly4YeHus NonHon nidopmaumm o
CBOEM 3[00POBbe, MeANLIMHCKUX BONPOCAaxX U BapnaHTax fie4eHuns, BKIto4as
nobble pUCKK NN NPenMyLLLeCTBa B OTHOLLEHUNN NCMNOJIb30BaHNSA JIeKApCTB.
[aHHasa nHdopMaLns He ABNAETCSA rapaHTUEN TOro, YTo BMA IeYeHUs nnu
neKkapCTBEHHbIN NpenapaT 6be3onaceH, 3¢ PpekTnBEH Unn ogodpeH ana nevyeHus
KOHKpeTHbIX nauneHToB. [pegnpusaTtne UpToDate, Inc. n ero poyepHune
npepnpuUATNA OTKA3blBAIOTCA OT NIOObIX FrapaHTUn U o6A3aTeNnbCTs,
CBA3aHHbIX C 3TOW NHpOopMaLmen nnm ee ncnonb3oBaHmem. Micnonb3osaHune
3Tol uHPopMauum perynupyeTcsa Y CnoBuUsaMn UCNosib3oBaHuS,
npencTaBfieHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-07-22

ABTOpCKOEe nNpaBo
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© UpToDate, Inc. u ee adppunupoBaHHble KOMNAHNM N/nu nuueHsunapbl, 2025
Bce npaBa 3awiunuieHobl.

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 BUPTyanbHoM 6ubnuoTteke Ha
cante www.mskcc.org/pe.

Galsulfase - 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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