MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI OJ14 NMALUNEHTOB U
YXAXUBAKOLWNX 3A HUMK TN

Sebelipase Alfa

DTOT OOKYMEHT, NpenocTaBneHHbin Lexicomp®, cogepxunt
BCIO Heobxopunmyto nHpopmaumio o npenapaTe, BKOYas
nokasaHus, cnocob npuMeHeHuUs, N06oYHble 3P PeKTbl U
cny4vau, Npn KOTOPbIX HEOB6XOANMMO CBA3aTbCS C BALLUM
NOCTaBLUMKOM MeAULMHCKNX YyCNyr.

Toprosble HanmeHoBaHus: CLLIA
Kanuma

Toprosble HauMeHoBaHuA: KaHaga
Kanuma
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[MpepynpexpeHune

o [lpu NnpMeHeHNN gaHHOI O NpenapaTa BO3HUKaNN
TAXenble annepruveckue peakunn. lHorga oHm
HOCWUW YT POXXAIOLLNI XXU3HN XapaKTep. DTO
NPONCXOAWNO N Ha PaHHEN CTagun NevYeHuns, N nocne
ONuTenbHoro nevyeHus. HemegneHHo coobwunTte
Bpa4y, ecnn y Bawlero peb6eHka BO3HNKIN CbiMb,
KPanuBHMLA, 3y0, NOKPACHEHNE KOXN,
3aTpyAHEeHHOe abixaHne, 6onb B rpyan,
pa3gpaXkeHue rnas unm oTek Bek, HACMOPK,
y4alleHHOe gbiXxaHue, Taxukapausa, 4yBCTBO
BO36Yy>XXAeHUS Unu pasgpaxnTenbHOCTY, MMXOpPaaka
nnn o3HoO, anapesa, 6negHoOCTb KOXW, MPU3HAaKN
MNOBbILLEHHOI O KPOBAHOI O AaBNeHNS, Takue Kak
CunbHas ronoBHada 605b NN FONOBOKPYXXEHMeE,
NOoTepPs CO3HAaHNA NN HapyLLEHNe 3peHus,
pasapaxkeHune Koxu, 6onb B XXNBOTE, OTEK, TOLLUHOTA
N pBOTa UNK Niobble ppyrne HexenaTesbHble
3¢ PeKTbl BO BpeMs nim nocne nipysun.

[1ns yero ncnonb3yeTcs 3TOT JIeKapPCTBEHHbIV NpenapaT?

e OH npunMeHseTca gnda nedyeHus sabonesaHna nog
Ha3BaHMeM peduumnT NIM30COMHOIN KUCOW Nrunasbl
(OJIKIT).
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Y10 Heobxognmo coobwmnTb Bpayy, NPEXKAE YEM mon
pebeHOK NpUMeT AaHHbIN IeKapCTBEeHHbIN NpenapaT?

e Ecnuny Bawero pebeHka anneprnsa Ha gaHHbIN Npenapar,
nobble ero cocraensaoLme, gpyrue npenapaThl,
NpoAyKTbl NNTaHUA (HanpuMep, Ha anua) UNn BewecTsa.
CoobwunTte Bpauy o6 anneprmum n o TOM, Kak OHa
nposenanach y pebeHka.

CoueTaHune aToro npenapaTta C HEKOTOPbIMU JieKapCcTBamMm
n 3a6oneBaHNAMN MOXET ObITb He6NaronpPuUATHO.

[MpOKOHCYNbTUPYMATECH C BPpa4YOM nnu papmMauesTom
OTHOCUTESNIbHO BCEX JIeKAaPCTBEHHbIX NPenapaTos.,
KOTOpble NPMHMMaeT Bawl pebeHokK (Kak peuenTypHbIX, Tak
nnpnobpetaembix 6e3 peuenTa, HaTypPabHbIX
npenapaTax n BUTaMMHax), a TakXXe o npobnemax c ero
3popoBbeM. BaMm Heo6xoanMo yoocToBepuTbhbCH, YTO
npueM gaHHoro npenapata 6e3onaceH npu 3aboneBaHunsax
BaLlero pebeHka 1 B cOYeTaHNU C APyrumMm
NeKapCTBEHHbIMU NpenapaTamu, KOTOpPble OH yXe
npuHMMaeT. He cnegyeT HaunMHaTb, NpekpallaTb Npuem
NN U3MEHATb 0O3UPOBKY Kakoro-nmbo nekapCcTBeHHOro
npenapaTta, KOTOPbI NPUHMUMaET Ball pebeHok, 6e3
COr/lacoBaHNSA C BPa4oM.

Y10 MHe Heo6xoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOoK NpUHUMaeT faaHHbIN NnpenapaTt?
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e CoobLmnTe BCceM MeAuULMNHCKUM paboTHUKaM,
obecnevynBaloLM MegULNHCKOE 0bcnyXXnBaHue
Bawero pebeHka, o ToM, 4To Baw pebeHoOK NnpuHMUMaeT
3TOT NEeKapPCTBEHHDbIN NpenapaT. DTO Bpayu,
MeacecTpbl, dapmaueBTbl U cTOMaTonorn Bawero
pebeHka.

e Cnegunte 3a TeM, 4TOObI pebEeHOK NPOXoAna aHaNn3bI
KpOBU 1 gpyrue nabopaTtopHble aHanmsbl B
COOTBETCTBUU C YKa3aHNAMU Bpaya.

Ecnu Bawa poub 6epemeHHa unm kopmut pebeHka rpyablo:

¢ [IpOKOHCYNbTUPYNTECH C BPA4OM, eCiiv Ballla 4o4b
OepeMeHHa, 3abepemeHena nnm KOpMNT pebeHka
rpyobto. Heobxognmo 6ypgeTt o6cygnTb NpenmyLLecTBa
N PUCKW AN Bawen govepun u ee pebeHka.

O kaknx nobo4HbIX 3pPeKkTax MHe crneayeT HeMeaJieHHO
coobLiaTb nevyawleMy Bpady Mmoero pebeHka?

MPEAYNPEXXOEHWNE/NMPEOOCTEPEXEHUE: XoTtaue
pPenKux criy4asix, Ho y HEKOTOPbIX NAaLUNEHTOB NPNeM
[0aHHOr O JIeKapPCTBEHHOI O NpenapaTta MOXeT Bbi3blBaTb
OYeHb cepbe3Hble, a MHOrOa N cCMepTesibHO OnacHble
nob6oyHble 3dpPekTbl. HeMegneHHO CBAXUTECh C BpayYOM
Bawero pebeHka unn obpatutech 3a MEAULIMHCKOWN
nomoLubto, ecnn y Bawero pebeHka nmeetcsa niobon us
nepeyYncneHHbIX H1Xe NPU3HaKoB NI CUMNTOMOB,
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KOTOpPble MOryT ObITb CBA3aHbl C O4Y€Hb TAXEJbIM
Nno6o4HbIM 3P PeKkTOM:

e [lpn3Haku anneprnyeckon peakumm, Takme Kak cbinb,
KpanneBHMUA, 3y, NOKPACHEBLLAA N OTeYHas KoxXa C
BONAbIPSMUN UK LLENYLWEeHNEM, BO3MOXHO B COYeTaHNN
C NINXOpaaKou, CBUCTSLLLee UNu Xpunsiiee abixaHue,
CTeCHeHue B rpygn nnu ropne, 3aTpyagHeHHoOe AbixaHue,
rnoTaHne Unn peydb, HeobblYHAA XPUNIIOCTb, OTEYHOCTb
B obnacTu pTta, nuua, ryb, a3bika nnv ropna.

e YyBCTBO KpanHen yctanoctun nnm cnaboctu.

KakoBbl HekoTOpble apyrme nob6o4Hble 3¢pPeKTbl faHHOIO
NleKapCTBEHHOro npenapaTa?

Jlo6o1 nekapCTBEHHbIN NpenapaT MOXeT UMeTb
nob6oy4Hble 3dpPekTbl. OgHako y MHOruUX nogen noboyHble
3¢dPekTbl NNOO He3HaUUTENbHblE, NGO BOObLLE
oTcyTcTBYIOT. CBSIXKMTECh C BpavyoMm Bawuero pebeHka nnum
obpaTuTech 3a MEAULMHCKON NOMOoLLUblo, ecnn niobdon ns
3TUX NN gpyrux nobo4Hbix appekToB becrnokont Bawero
pebeHKa, Unn ecni OH He NPOXOAWT:

e 3anop, gnapes, pBoTa UM TOLLHOTA.
e Kawens.
e Paspgpa)keHne Hoca unm ropna.

e [onoBHasa 60nb.

5/10



[JaHHbIN CNINCOK BO3MOXHbIX MOOOYHbIX 3P PEKTOB He
aBnsgeTcsa ncyepnoialowmm. Ecnmny Bac BosHuknu
BOMPOCbI KacaTeNbHO N0O0o4YHbIX 3pPekToB, 06paTUTECH K
Bpa4y Bawero pebeHka. [IpokoHCyNnbTUpynTEeCh C Bpa4uom
Bawero pebeHka oTHocuTenbHO N060YHbIX 3P PEKTOB.

Bbl MOXKeTe coobLwnTb 0 pasBnTumN No6o4HbIX 3pPEeKTOB B
HaUMOHaNbHOeE yrnpaBJieHne 30PaBOOXpPaHeHUS.

Kak nyuywie Bcero gaBaTb 3TOT NIeKapPCTBEHHbIV NpenapaT?
[aBanTe gaHHbIN NpenapaT Bawemy pebeHky B
COOTBETCTBUM C NpeanncaHnamm epada. lNpountante Bcio
npegocTtaBneHHyto Bam undpopmauuio. Ctporo cnegynte
BCEM UHCTPYKLNAM.

e DTOT NpenapaT BBOAAT MHPY3UOHHO BHYTPUBEHHO
HenpepbIBHO B TeYeHne onpeaeneHHoro BpeMeHu.

e [lepen NnpuMeHeHNEM fAaHHOI O NpenapaTa MOXHO
NPUHMMaTb OpYyrue cpeacTsa Ois npenoTBpPaLLeHns
NoOo4YHbIX 3¢pPeKTOB.

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

o CBsixkntecb c Bpa4yoMm Bawiero pebeHka, 4Tobbl
BbISICHUTb X0 AanbHenwWwmnx oencTtBun.

Kak MHe xpaHuTb 1 (Mnn) BbIBPOCUTL 3TOT JIEKAPCTBEHHDIN
npenapar?
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e EcnuBam He0b6X0oMMO XPaHUTb 3TOT JIEKAPCTBEHHbIN
npenapaTt 4QOMa, y3HalTe YC/IOBUS ero XpaHeHns y Bpa4va
Bawlero pebeHka, MegcecTpbl Unu ¢papmaueBTa.

O6wume cBegeHMs O ieKapCTBEHHbIX NpenapaTax

e Ecnm cumMnTOMBI NN HapyLLEeHNSA COCTOSAHNSA 300POBbS
Bawero pebeHka He yMeHbLUAIOTCS, UM OTMeYaeTcs
yXyaweHune, obpatuTechb k Bpady Bawero pebeHka.

e He penntecb nekapcTBoM BaLlero pebeHka c gpyrumm n
He gaBanTe Ybe-nNmbo nekapcTBO BalleMy pebeHky.

e XpaHunTe BCe NNeKapCTBeHHbIe NpenapaTbl B 6e3onacHom
MecTe. XpaHUTe BCe NNIeKapCTBEHHbIE NpenapaTbl B
MecTe, HeOCTYNHOM ANSA AeTen U AOMALUHUX XXUBOTHbIX.

e YTUNN3NPYNTE HENCMONb30OBaHHbIE JIeKapCTBEHHbIE
npenapaTbl AN NpenapaTbl C UCTEKLLNM CPOKOM
rogHocTu. He BbinnBanTe B TyaneT Uin KaHannsaymio
6e3 cooTBeTCTBYOLWMX YKa3aHni. Ecnny Bac ecTb
BOMPOCbI OTHOCUTESNbHO YTUNN3aLUnN IeKAPCTBEHHbIX
npenapaToB, MPOKOHCYNbTUPYNTECH C papmMaLeBToOM. B
BalLEeM pernoHe MOryT 4efncTBOBaTb MNPOrpaMMmbl
YyTUNN3aLUnn NeKapCTBEHHbIX NPenapaToB..

e K HEKOTOPbIM JIeKapPCTBEHHbIM NpenapaTtam MoryT
npunaratbCsa gpyrue NHPOPMaUNOHHbIe NNCTKW O
nauneHTa. Ecnny Bac ectb BOnpockl, KacaoLwmecs
OAHHOr O NNIeKapCTBEHHOr O Npenapara,
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NPOKOHCYNbTUPYNTECH C BPa4YOM, MefcecTpon,
¢dapmaLeBToOM Unm gpyrmm paboTHUKOM
34pPaBOOXPaHEHUS.

e EcnunBbl cunTaeTte, YTO NpPoM3oLLIa Nepeao3npoBKa
npenapaTa, HeMeaNeHHO NO3BOHNTE B
TOKCUKOJTOrMYECKNI LeHTP nnm obpatmnrtechb 3a
MeauLUMHCKON noMoLlbto. byabTe rotoBbl COO6LWNTD
NN NOKasaTb, KaKoW NpenapaT Bbl NPUHAMN, B KAKOM
KONMMYecTBe 1 Korga 3To Npoun3oLusio.

Ncnonb3oBaHne nHpopmaumm notpebutenem u
orpaHu4YeHne oTBETCTBEHHOCTMU

JT1a 06061 eHHas nHPopPMaLMs BKIOYAET KpaTkme
CcBefleHNs O AnarHose, nevyeHnm u/nnmn neKapCTBeHHOM
npenapate. OHa He aBnaeTCca BCeobbeMnoLwmnm
NCTOYHNKOM AaHHbIX 1 0OJKHA UCNOJIb30BaTbCS B
KayecTBe NMHCTPYMEHTa, NOMOoraloLlero nosib3oBaTesio
NOHATb U (UN) OLEHUTb NOTEHLMANbHbIE BaPNAHTbI
amarHocTuky v nevyeHuda. OHa HE BkniovaeT B ceb4 BClo
NHPOPMaLNIO O COCTOAHUAX, METOOAX NleYeHns,
nekapcTBax, No6o4HbIX 3pPeKkTax unm puckax, KoTopble
MOryT OTHOCUTbCSA K KOHKpeTHOMY nauneHTy. OHa He
[0O/MKHA CYNTATbCA MeQULIMHCKOW KOHCYNbTaunen nnm
3aMeHOoN MeANLUNHCKON KOHCYNbTauunmn, ANarHoOCTUKU Unu
fie4eHuns, NpenoCcTaBisgseMbliX BPa4YOM Ha OCHOBe
Bpa4yebHoro obcnenoBaHnNa U OLEHKN KOHKPETHbIX U
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YHUKaNbHbIX 06cTOATENbCTB NauneHTa. MNauneHThbl
OOJIKHbI MPOKOHCYJIbTUPOBATbLCSA C BPa4YoOM AJ1s NONTy4YeHuns
NoNIHOW MHPOPMaLN O CBOEM 300POBbE, MEAULMHCKNX
BOMPOCAax U BapunaHTax fnevyeHuns, Bknto4aa nobble pncku
NN NPEeNMyLLLEeCTBA B OTHOLLEHUN NCMOJIb30OBaHUNS
nekapcTB. [laHHasa MHPOopMaLUSa He aBNSeTCsA rapaHTnen
TOro, YTO BUf Ie4YEeHNSA NN NEKapPCTBEHHbIN NpenapaT
6e3onaceH, apdpekTneeH nnn ogobpeH onsa nevyeHus
KOHKpeTHbIX nauyneHToB. [peanpuatue UpToDate, Inc. n
ero gpovepHue NnpeanpusaTns oTkasbiBaloTCs OT Nob6bIX
rapaHTun nnm ob69a3aTenbCcTB, CBA3aHHbIX C 3TOMN
nHpopmaumnen nnu ee ncrnonibaosaHmem. MicnonbzosaHmne
3TON NHpOopPMaUnK perynmpyertcsa Ycnoesmuamm
NCMosib30BaHUS, NPenCcTaBleHHbIMN Ha BeO-CTpaHuLe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-07-22

ABTOpCKOEe nNpaBo
© UpToDate, Inc. u ee adppunnmnpoBaHHble KOMNAHUN N/UNK
nuuensnapsl, 2026. Bce npaBa 3aLuLLEHbI.
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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.

[ononHnTenbHyo NHPOPMaALUIO CM. B HaLLIEN

BUPTYyanbHOM bubnuoTteke Ha cannTe www.mskcc.org/pe.

Sebelipase Alfa - Last updated on December 12,2022

Bce npaBa 3awmiieHbl n npnHagnexaTt Memorial Sloan Kettering
Cancer Center

Memorial Sloan Kettering
Cancer Center
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