MSK Kids

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

Sebelipase 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
Kanuma

TOpFOBbIe HanMeHOBaAHWUA. KaHana
Kanuma
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[MpepynpexpeHune

¢ [lpu NpuMeHeHN OaHHOI O NpPenapaTa BO3HMKaNu TaXesnble
annepruyeckne peakummn. MIHorga oHM HOCUAK Y POXKAOLLNA XXU3HW
XapakTep. ITO NPONCXOOWUI0 U Ha PaHHEel CTagun fievyenuns, N nocne
ONNTEeNbHOro nevyeHus. HemepneHHo coobLMTe Bpayy, €Cnuv y Ballero
pebeHKa BO3HUKN CbiMb, KPAaNnMBHNLA, 3y, MOKPACHEHME KOXMW,
3aTpyaoHeHHoe abixaHue, 60nb B rpyaun, pasgpakeHue rnas unm otek
BeK, HACMOPK, y4aLleHHOoe AblXxaHue, Taxnkapaus, YyBCTBO
BO30Y>XAEeHNS Unn pasgpaxnTenbHOCTU, INXOpPaaKa uiam o3Hoo,
anapes, 6negHoOCTb KOXN, MPU3HAKN MNOBbILLEHHOT O KPOBAHOIO
OaBNeHusl, Takue Kak CUfibHas rofioBHas 605b NN roNnoBOKPYXeHune,
NoTeps CO3HAaHUSA UM HapyLLUeHNe 3peHus, pasgpaxeHne Koxu, 6onb B
XNBOTE, OTeK, TOLHOTA Un pBoTa unu nobble gpyrmne HexxenaTeNbHble
3¢ PeKkTbl BO BpeMsa unm nocrne nHepysun.

[1ns yero ncnonb3yeTcs 3TOT JIEKapPCTBEHHbIV NpenapaT?

e OH npumeHseTcsa ng neyeHus saboneBaHns Nnop Ha3BaHUeM pepuunt
nnsocomMHom kncnon nunasbl (OJ1KI1).

Y10 Heobxognmo coobwmnTb Bpauy, NPEXKAE YEM mon
pebeHOK NpnMeT AaHHbIN IeKapPCTBEHHbIN Npenapat?

e Ecnny Bawero pebeHka anneprna Ha gaHHbIN npenapar, nobbie ero
cocTaBnfoLwme, opyrue npenapaTtbl, NPOAYKTbl NUTaHNA (Hanpnmep, Ha
anua) nnu sewectea. Coobwmnte Bpayy o6 anneprum n o ToMm, kak oHa
nposBnanacb y pebeHka.

CoueTaHuMe 3TOro npenapaTa c HEKOTOPbIMUK NNIeKapCcTBaMun U 3aboneBaHNaMU
MoXeT 6bITb HeGNnaronpuATHO.

[MpoKOHCYNbTUPYNTECH C BpayoM nnn dapmaueBTOM OTHOCUTENbHO BCEX
NeKapCTBEHHbIX NpenapaToB, KOTOopbie NpUHMMaeT Baw pebeHok (kak
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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
3aboneBaHunax Ballero pebeHka 1 B coueTaHNN C APYrMMU IeKapCTBEHHbIMUA
npenapaTamu, KOTOPbIE OH Y)Ke NpuH1UMaeT. He cnegyeT HauyMHaTh,
npekpaLlaTb NPUEeM UM U3MEHATb AO03NPOBKY Kakoro-nmbo nekapCTBEHHOr O
npenapaTa, KOTOpPbIN NPUHUMaeT Bawl pebeHok, 6e3 cornacoBaHus C BPayomM.

Y10 MHe Heob6xoaMMO 3HaTb UNU genaTb, NOKa MO
pebeHOK NpUHUMaeT faaHHbIN NpenapaTt?

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 pebexka.

e CnegunTte 3a TeM, 4TOObI pebeHOK NPOXOANST aHaNn3bl KPOBU N gpyrue
nabopaTopHblie aHanNn3bl B COOTBETCTBUN C YKa3aHUAMIN Bpaya.

Ecnu Bawa po4yb 6epemeHHa unm kopMmnt pebeHka rpyablo:

e [TpOKOHCYNbTUPYNTECH C BPa4YOM, eCrniv Balla o4b 6epemMeHHa,
3abepeMeHena unm kopmut pebeHka rpyabio. Heobxognmo 6ypeT
obcyonTb NnpenmyLecTBa n PUCKM 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 NpenapaTa MoXeT
BbI3blBaTb O4Y€Hb CEpPbe3Hble, a UHOIrOa N CMepTeNIbHO onacHble No6oYHble

3¢ PekThbl. HemepneHHo ceaAXnTECh C Bpa4yoM Balwlero pebeHka unum
obpaTuTechb 3a MeAULNHCKOW NoMoLLblo, ecnin y Bawero pebeHka numeetcs
no60o1 N3 NnepeyncieHHbIX HUXKe MPU3HAaKoB UM CUMNTOMOB, KOTOPble MOTyT
ObITb CBAA3aHbl C O4EHb TAXXeNbIM NO60YHbIM 3pPekTOM:

¢ [lpn3Haku annepruyeckomn peakummn, Takme Kak Cbifb, KpanuBHMLA, 3y,
NMOKPAaCHEBLUAdA N OTEeYHas KOXa C BONAbIPAMU NNV LWeNyLLIeHNEM, BO3MOXHO
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B COYETaHUN C NINXOPaAKOoN, CBUCTSALLLEE U Xpunsilee abixaHue,
CTeCHeHue B rpyau unn ropre, 3aTpygHeHHoe AbixaHne, rnoTaHne Uin peub,
HeobblYHasA XPUNNOCTb, OTEYHOCTb B 06nacTu pTa, nuua, ryb, a3bika nnu
ropna.

e YyBCTBO KpanHen yctanoctu unm cnabocru.

KakoBbl HekoTOpbIe gpyrue nob6o4Hble 3pPeKTbl fAHHOIO
NleKapCTBEHHOro npenapaTa?

INMio6o1i nekapcTBEHHbIN NpenapaTt MoXeT UMeTb No6oYHble 3¢pdekTbl. OgHako
y MHOIrnx niogen nob6oyHble 3ppekTbl NMbo He3HaunTenbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
Me[OMLNHCKO MOMOLLbIO, eCnin M0G0 N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB HGecnokonT Bawero pebeHka, unm ecnv oH He NPOXOANnT:

e 3anop, onapes, peoTa UM TOLLHOTA.

e Kawensb.

e Paspgpa)keHue Hoca nnuropna.

e [onoBHasa 60nb.
[aHHbIN CNCOK BO3MOXHbIX NOO6OYHbIX 3 PeKTOB He ABNAETCS
ncyepnbiBaowmm. Ecnn y Bac BO3HMKNM BONpocChkl KacaTeNlbHO NOOOYHbIX

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
npegnucaHnaMmn Bpaya. lNpounTtanTe BCIO npenocTaBneHHyto Bam
nHpopmaumio. CTporo cnegymnte BCEM UHCTPYKLMNAM.

e OTOT npenapart BBOOAT I/IHCI)y3I/IOHHO BHYTPUBEHHO HEMNPEepPbIBHO B Te4eHne
onpegesieHHoro speMeHNn.
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¢ [Nlepen npnMeHeHNEM faHHOI O NpenapaTta MOXHO NPUHNUMaTb gpyrme
cpencTtBa ona npepoTBpaLleHnsa Nno6oYHbIx 3¢ PeKkToB.

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

e CBsxuTtechb c BpayoM Bawero pebeHka, YTobbl 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 COCTOSAHUA 300poBbs Bawero pebeHka He
YMeHbLUaTCA, U OTMeYvaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

e He penutecb nekapcTBOM Ballero pebeHka c opyrumMm 1 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 YTUNn3npymnTte HemcnoJsib3oBaHHble NIeKapCTBEHHbIE NpenapaTbl Un
npenapaTtbl C UCTEKLLMM CPOKOM roHOCTU. He BbinnBanTe B TyaneT unm
KaHanmsauumio 6e3 cooTBeTCTBYIOLLMUX YKa3aHui. Ecnny Bac ecTb Bonpochl
OTHOCUTENIbHO YTUN3aLMKN NeKapCTBEHHbIX NPenapaTos.,
NPOKOHCYNbTNPYNTECh C papmaLeBTOM. B BaleM pervoHe MmoryT
0EeNCTBOBATb NPOrpamMMbl yTUNN3aLNN NIEKAPCTBEHHbIX NpenapaTos.

e K HEKOTOpPbLIM NleKapCTBEHHbIM NpenapaTtaM MOryT NpunaraTbCa gpyrue
NH$OpPMaLNOHHbIE NUCTKN ANdA nauneHTa. Ecnny Bac ectb Bonpochil,
KacaloLmecs AaHHOTr O JIeKapCTBEHHOI O NpenapaTa, NPOKOHCYNbTUPYNTECH
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C Bpa4oMm, MefcecTpomn, papmaueBTOM Unuv gpyrum paboTHNKOM
30paBOOXpPaHEeHNs.

e Ecnu Bbl cuntaeTe, YTO NpounsoLLNa Nepeno3npPoBKa NpenapaTa,
HeMe[J/1IeHHO NO3BOHNTE B TOKCUKOIOrMYeCKU LeHTP nnn obpatutechb 3a
MeaULMHCKO 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 MHpopMauusa BKITlOYaAEeT KpaTKue CBegeHNs O onarHose,
nevyeHun 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 nevyenuns. OHa HE BknovaeT B cebs
BCIO NHPOPMaALMIO O COCTOAHUAX, METOAAX NleYeHuns, NeKapcTBax, NO60YHbIX
sdpdeKkTax nnm pmnckax, Kotopblie MOryT OTHOCUTBLCS K KOHKPETHOMY NaLneHTYy.
OHa He gonkKHa CYMTATbCA MeANLUNHCKOW KOHCYbTauuen nnm sameHom
MeANLMNHCKO KOHCYNbTauumn, ANarHoCTUKN NN Nle4YeHns, NpenoCcTaBiseMblX
Bpa4OM Ha OCHOBe Bpa4yeObHOoro oocneqoBaHnNs N OLEeHKN KOHKPETHbIX 1
YHUKANbHbIX 06CTOATENbCTB NauneHTa. NauneHTbl 4OMKHbI
NPOKOHCYIbTUPOBATbLCS C BPAa4YOM AN1S Noly4YeHus NonHon nHdopmaumm o
CBOEM 3[00POBbe, MEANLIMHCKUX BONPOCAaxX U BapuaHTax fie4eHuns, BKIovas
nobble pUCKK NN NPenMyLLLeCTBa B OTHOLLEHUNN NCMNOJIb30BaHNSA JIEKApPCTB.
[aHHasa nHdopMaLns He ABNAETCSA rapaHTUEN TOro, YTo BUA IeYeHUs nnu
NeKapCTBEHHbIN NpenapaT 6e3onaceH, 3¢ PpekTnBEH Unn ogodpeH ana nevyeHus
KOHKpeTHbIX nauneHToB. [lpegnpusaTtne UpToDate, Inc. n ero poyepHune
npepnpuUATNA OTKA3blBAIOTCA OT NIOObIX FrapaHTUn U o6A3aTenNbCTs,
CBA3@HHbIX C 3TOW NHpOopMaLmen nnm ee ncnonbioBaHmem. icnonb3osaHune
3Tolh UHPopMauum perynupyeTcsa Y CnoBuUsaMin NCNosib30BaHuS,
npencTaBfieHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-07-22
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ABTOpCKOE NnpaBo

© UpToDate, Inc. n ee adbpunnpoBaHHbie KoMnaHuu n/vnn nuueHsuapol, 2026.
Bce npaBa 3awimuieHobl.

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

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

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

[aTa nocnepHero o6HoBNeHNs
Nekabpb 12,2022
Learn about our Health Information Policy.

Memorial Sloan Kettering
Cancer Center
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