MSK Kids

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

Agalsidase Beta

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
Fabrazyme

ToproBblie HanMeHoBaHuA: KaHapa
Fabrazyme

[MpepynpexpeHune

¢ [1pn npMeHeHUN OaHHOIr O NpenapaTa BO3HUKaNM TaXernble
anneprunyeckne peakumn. lHorga oHM HOCUNMN YT POXKAO LA XXU3HU
XapakTep. DTO NPONCXOOWNI0 U Ha PaHHEel CcTagun fievyeHuns, N nocne
ONNTENbHOr o nevyeHus. HemepneHHo coobLTe Bpayy, €Cnuv y Ballero
pebeHKa NnosABUNACh CbiMb, KPanuBHULA, 3yA, 3aTPYAHEHHOE OblXxaHne
NN rnoTaHne, oTek pTa, nuua, ryb, asbika nnu ropna. Coobwmre
Bpayy, ecnu Ball pebeHoK ncnbiTbiBaeT 60/b B rpyau; rmnepeMunio;
3a/10)KEHHOCTb HOCA; TOLUHOTY U PBOTY; NPU3HAKN BbICOKOT O UK
NOHUXXEHHOI O KPOBAHOIO AaBNIeHNS, TakMe Kak rofIoBOKPY>XeHUe nnu
ronoBHas 605b, 06GMOPOK NN HapYLLUEHWE 3peHns; unu nodble gpyrue
HeXenaTtenbHble 3 PeKTbI.

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?
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¢ [lpuMeHsieTca ona neyeHns 6onesHu Pabpun.

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

2/7



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.

e 3BOH B yLlax, NnoTeps ciyxa nin kakne-nnbo gpyrne nsmeHeHmns cnyxa.
e [lenpeccus.

e [1lpy npnMeHeHNN 3TOro npenapaTta Habnoganucb NHPY3NOHHbIE peakLnn.
NHorpa oHn MoryT 6biTb TsHkenbiMn. HemepneHHo coobwwnTe Bpayy, ecnuy
BaLlero pebeHka BO3HUKIO HEOObIYHOE YYBCTBO XOKEHNSA, OHEMEHME UM
nokanbiBaHne; 60nb B rpyau; yYalleHHOoe unm sameasieHHoe ceppuebuneHue;
oLl yLLeHMe Xapa Ui xonoga; COHINBOCTb; INXopanka uim o3Hoob;
rmunepemus; gnapes; MbilleyHas 6onb nunmn cnabocTtb; 60nb B pykax niu
HOrax; OAblLLIKa; NPU3HaKN BbICOKOTO U HU3KOrO apTepuanbHOro
[aBJIeHNs], TaKNe Kak rOIOBOKPYXXeHne uim ronosHas 6onb, noteps
CO3HAHMWA UNN HapyLleHne 3peHns; 605b B XXNBOTE; 3aJI0XKEHHOCTb HOCa;
OTEeK PYK UJIN HOT; CTECHEHME B ropJie; yCTanoCTb; TOLWHOTA WK PBOTA; U
npyrue adppekTbl BO BpeMs MHPYy3nu.

KakoBbl HekOoTOpble apyrue nob6o4Hble 3¢pPeKTbl faHHOIO
NleKapCTBEHHOro npenapaTa?

3/7



Jliob6o1h nekapCcTBEHHbIN NpenapaTt MoXeT MMeTb Nob6o4YHble 3pPekTbl. OgHako
y MHOrux niogen no6o4Hblie 3dpdekTbl NMO6O He3HaunTenbHble, NM60 BooObLLEe
oTcyTcTBYylOT. CBAXUTECH C BpayoM Bawlero pebeHka nnm obpatuteco 3a
MeOMLUNHCKO MOMOLLbIO, ecnn M0G0 N3 3TNX NN PYrnx No6OYHbIX

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

¢ [lpn3Hakm npocTyabl.

e bonu B cnuHe.

e TpeBOXHOCTb.

e MbiLeYHbIN crasmM.

e [lepwieHne Bropne.
[aHHbI CNNCOK BO3MOXHbIX MO60YHbIX 3P PEKTOB He ABNAETCH
ncyepnbiBatowmm. Ecnn y Bac Bo3HMKNM BONpoChl KacaTenbHO NO60YHbIX

3ddekTOoB, 06paTuTeCh K Bpayy Bawero pebeHka. [1poKoOHCYyNnbTNpynTech C
BpayoMm Baluero pebeHka oTHOCUTENbHO NOO6OYHbIX 3 PEeKTOB.

Bbl MOXeTe COO6LL|,I/ITb O pa3BunTnNnN No6oYHbIX BCI)CbeKTOB B HaUuMOHaJIbHOE
ynpaeneHmne 34paBoOOXpaHEeHNA.

Kak ny4wue Bcero gaBaTtb 3TOT JIEKAaPCTBEHHbIN NpenapaT?

[aBaniTe gaHHbIN NpenapaT Bawemy pebeHky B COOTBETCTBUN C
npepnucaHuamMm BpaYa. lNpounTtanTe BCio NnpegocTaBneHHyto Bam
nHpopmaunio. CTporo cnepgynte BCEM UHCTPYKLUSAM.

e DTOT NpenapaT BBOAAT MUHPY3MOHHO BHYTPMBEHHO HENPEPbLIBHO B TE@YEHNE
onpeneneHHoro BPpeMeHMu.

¢ [Nlepen npnMeHeHNEeM faAaHHOI O NpenapaTta MOXHO NPUHNUMaTb gpyrme
cpencTtBa onga npepoTBpaLleHnsa Nno6oYHbIxX 3¢ PeKkToB.

Yto penatb, ecnm Mo pebeHoK NponycTUT NprUeM A03bl
NleKapCTBEHHOro npenapaTa?

e CBsxuTtechb c BpayoM Bawero pebeHka, YTobbl BbISCHUTb XO4 AallbHEeALLNX
O0EencTBUN.
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Kak MHe xpaHuTb n (nnn) BbIOPOCUTL 3TOT JIeKAPCTBEHHbIN
npenapart?

e EcnnBam HeoOXxoQmMMO XpPaHUTbL 3TOT NNIeKapCTBEHHbIN NpenapaTt AoMma,
Y3HaliTe yCNOBUSA ero XxpaHeHus y Bpaya Bawuero pebeHka, MegcecTpbl Unm
¢dapmauesTa.

O6wume cBepeHNs O NeKapCcTBEHHbIX NpenapaTax

e Ecnn cuMnToMbl NN HapyLLeHNs COCTOSAAHUA 300P0Bbs Bawero pebeHka He
YMeHbLUATCA, UNN OTMeYaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

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

e XpaHunTe BCe NeKapCTBeHHble NpenapaTtbl B 6e3onacHOM MecTe. XpaHuTe
BCe JleKapCTBEHHbIe NpenapaThbl B MecTe, HEAOCTYMHOM ANA AeTen n
0OMALLHUX )XUBOTHbIX.

e YTUnnsupymnTte Hemcnosb3oBaHHble NekapCTBEeHHbIe NpenapaThl UK
npenapaTbl C UCTEKLLUM CPOKOM rogHoCTU. He BbinnBanTe B TyaneT nnu
KaHanmsauuio 6e3 cooTBeTCTBYIOLWMX YKa3aHNn. Ecnn y Bac ecTb BONpoChI
OTHOCUTENIbHO YyTUNN3aUUKM TeKapPCTBEHHbIX NpenapaTos,
NPOKOHCYNbTUpPYyNTEeCh Cc papMaLeBTOM. B BalLieM pervoHe moryT
[0eNCTBOBaTb NPOrpamMmbl yTUAN3ALNN IEKAPCTBEHHbIX MPenapaTos.

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

e EcnuBbl 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.
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Ncnonb3oBaHne nHpopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

OTa 0606LuleHHasa MHpopMaumsa BKITlOYaAET KpaTKue CBeeHns O onarHose,
nevyeHun n/nnu nekapcTteeHHoM npenapaTte. OHa He ABNsAeTCH
BCeo6beMNIoLMM NCTOYHUKOM AaHHbIX U OJKHA UCMOJb30BaTbCA B Ka4yecTBe
WHCTPYMEHTAa, NOMOraloLLero nofib3oBaTesio NOHATb 1 (UN) OUEHNTb
noTeHuManbHble BapuaHTbl gnuarHocTukn u nevyenuns. OHa HE BknovaeT B cebs
BCIO NHPOPMaALMIO O COCTOAHUAX, MeTOAAX NleYeHuns, NeKapcTBax, No60YHbIX
a3 deKkTax nnm pnckax, Kotopblie MOryT OTHOCUTBLCS K KOHKPETHOMY NaLneHTy.
OHa He gonkKHa CYMTATbCA MeANUNHCKOW KOHCYbTauuen nnm sameHom
MeANLMNHCKO KOHCYNbTauumn, ANarHoCTUKN NN Nle4YeHns, NpenoCcTaBnsaeMblX
Blpa4OM Ha OCHOBe Bpa4yeObHOro oocneqoBaHnNs N OLEeHKN KOHKPETHbIX 1
YHUKaNbHbIX 06CTOATENbCTB NauneHTa. lNauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBAaTbLCS C BPAa4YOM ANS NoSly4YeHus NnonHon nHopmaumm o
CBOEM 3[00POBbe, MEANLIMHCKUX BONPOCAaxX U BapnaHTax fie4eHuns, BKIo4as
nobble pUCKK NN NPenMyLLLeCTBa B OTHOLLEHUN NCMNOJIb30BaHNSA JIeKApCTB.
[aHHasa nHdopMaLns He ABNAETCS rapaHTUEN TOro, YTo B1A IeYeHUs nnu
NeKkapCTBEHHbIN NpenapaT 6be3onaceH, 3¢ PpekTnBEH Unn ogodpeH ana nevyeHus
KOHKpeTHbIX nauneHToB. [lpegnpusaTtne UpToDate, Inc. n ero poyepHune
npennpuUATNA OTKA3bIBAIOTCA OT NIOObIX FapaHTUn U o6A3aTeNnbCTs,
CBA3aHHbIX C 3TOW NHpOopMaLmen nnm ee ncnonb3oBaHmem. icnonb3osaHune
3Tol uHPopMauum perynupyeTcsa Y CnoBuUsaMn NCMNosb30BaHNA,
npencTaBfieHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-07-22

ABTOpCKOEe nNpaBo

© UpToDate, Inc. u ee adpPpunupoBaHHbIe KOMNAHUK U/Nu nuueHsnapbl, 2026.
Bce npaBa 3awuLleHbl.
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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.

Agalsidase Beta - 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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