MSK Kids

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

Lumasiran

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
Oxlumo

ToproBblie HanMeHoBaHuA: KaHapa
Oxlumo

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

e OHucnonb3lyeTcs Ang nevyeHus pegKkoro reHeTn4yeckoro sabonesaHus,
Ha3blBaeMoro nepesuyHou runepokcanypuen 1 tuna (PHI).

Y10 Heobxoaumo coobwnTb Bpayy, NPEXOE YEM mon
pebeHOK NpMeT AaHHbIV IeKapCTBEeHHbIV Npenapat?

e Ecnn y BaLlero pe6eHKa anneprnd Ha OAHHbIN npenapar, noOble ero
cocCTaBdlowne, gpyrme npenapatbl, NPOAYKTbI MTMTaHUA U BeLLeCTBa.
COO6LIJ,I/ITe Bpa4y 06 anneprnmm o ToOM, Kak OHa npodsyianacb y pe6eHKa.

CouyeTaHme 3TOro npenaparta C HEKOTOPbIMU JieKapCcTBaMu 1 3aboneBaHNaAMU
MoXeT ObITb HebnaronpusaTHO.

[MPOKOHCYNbTUPYNTECH C BPAYOM Unn papMaLeBTOM OTHOCUTENIbHO BCEX
NeKapCTBEHHbIX NPenapaToB, KOTOPbIe NPUHMUMaeT Ball pebeHok (Kak
peuenTypHbIX, Tak N NpnobpeTaeMblix Oe3 peLenTa, HaTypanbHbIX NpenapaTax
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N BUTAaMUHAX), @ TakXXe o npobnemax c ero s3gopoBbeM. Bam Heobxognmo
yOOCTOBEPUTbCS, YTO NPpMeM AaHHOro npenaparta 6esonaceH npwu
3aboneBaHunax Ballero pebeHka 1 B coueTaHNN C APYrMMU IeKapCTBEHHbIMUA
npenapaTamu, KOTOPbIE OH Y)Ke NpuHUMaeT. He cnegyeT Ha4yMHaTh,
npeKkpaLlaTb NPNeM UM U3MEHATb AO03NPOBKY Kakoro-nmbo nekapCcTBEHHOr o
npenapaTa, KOTOpPbIN NPUHUMaeT Ball pebeHok, 6e3 cornacoBaHus C BPayomM.

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

e CoobwuTte BCEM MEONLMHCKMM paboTHMKaM, obecneymBatowLnm
MeauunHckoe obcnyxmneaHune Bawero pebeHka, o ToM, 4To Baw pebeHok
NPUHNMaET 3TOT JIeKapPCTBEHHbIN NpenapaTt. DTo Bpayn, MeacecTpbl,
¢dapmaueBTbl U cTOMaTonorun Bawero pebeHka.

Ecnu Bawa po4yb 6epemeHHa nnm kopMmnt pebeHka rpyablo:

e [TpOKOHCYNbTUPYNTECH C BPa4YOM, eClni Balla o4b 6epemMeHHa,
3abepeMeHena unm kopmut pebeHka rpyabio. Heobxognmo 6ypeT
obcyonTb NnpenmMyLecTBa n PUCKN Ois Ballen govyepu n ee pebeHka.

O kaknx no6ou4HbIX 3¢pPpekTax MHe cnegyeT HEMeJIeHHO
coobuiaTb nevawieMy 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 ceaXnTECh C Bpa4yoM Balwlero pebeHka unum
obpaTuTechb 3a MeAULNHCKOWM NoMoLLblo, ecnin y Bawero pebeHka numeetcs
no60o1 N3 NnepeyncieHHbIX HUXKe MPU3HAaKOoB UM CUMNTOMOB, KOTOPble MOTyT
ObITb CBAA3aHbl C O4EHb TAXeNbIM NO60YHbIM 3pPekTOM:

¢ [MpusHaku anneprnyeckon peakumnm, Takme Kak Cbifnb, KpanuBHULUA, 3yA,
NOKpPAaCHeBLUAA U OTeYHas KOXa C BONIAbIPAMN UK LWeNyLeHNneM, BO3MOXHO
B COYETaHUN C INXOPaAKOoN, CBUCTSALLLEE U Xpunsiiee abixaHue,
CTeCHeHue B rpyau unn ropre, 3aTpygHeHHoe AbixaHne, rnoTaHne Uin peub,
Heobbl4YHasaA XPUNIOCTb, OTEYHOCTb B 06nacTu pTa, nuua, ryb, a3bika nnu
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ropna.

KakoBbl HekOoTOpble apyrme nob6o4Hble 3¢pPeKTbl faHHOIO
NleKapCTBEHHOro npenapaTa?

INMio6o1i nekapCcTBEHHbIN NpenapaTt MoXeT UMeTb No6oYHble 3¢pdekTbl. OgHako
y MHOIrnx niogen nob6oyHble 3ppekTbl NMb6O He3HaunTeNbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeOMLNHCKO MOMOLLbIO, eCnin N6 0o N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB HecnokonT Bawuero pebeHka, unm ecnm oH He NPOXOANnT:

o BOJ'Ib, nokKpacHeHune, BocCrnaneHne nim peakumda B MeCte NnHbekKUunn.

e bonb B kKMWeYyHuKKe.

[laHHbI CNMCOK BO3MOXHbIX NOOOYHbIX 3¢ PeKkTOB He ABNsAeTCH
ncyepnbiBaoLwmm. Ecnu y Bac BO3HUKNM BONPOCHI KAacaTeNlbHO NO60YHbIX
3¢pPekTOB, 06paTUTECh K Bpayy Bawero pebeHka. lMpokoHcynbTUpynTech C
Bpa4yoM Bawero pebeHka oTHocnTeNbHO NOH6OYHbIX 3¢dPeKTOB.

Bbl MOXKeTe coobLwnTb 0 pasBUTUM NOOOYHbIX 3¢ PeKTOB B HALMOHANbHOE
ynpasiieHne 3apaBOOXPaHeHNs.

Kak ny4yLue 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 [1n9 NnoaKOXHbIX UHbEKLMN.

e EcnuBaw pebeHOK HaxoanTCs Ha guanuse N NpueM aToro npenapaTa
BblNagaeT Ha AeHb OMannsa, ganTe npenapaT nocne auanusa. Ecnny Bac
BO3HUKHYT Kakne-nmbo Bonpochl, MPOKOHCYbTUPYNTECH C fleYallnM
Bpa4yoM pebeHka.

Yto penatb, ecnu Mo pebeHOK NponyCcTUT NpUeM 03bl
NeKapCcTBEHHOro npenapaTta?

o CBsIXXuTtecbc Bpa4oOM Bawero pe6eHKa, YTOObI BbISCHUTb Xo[n fAanbHenwmnx
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O0EencTBUN.

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

e EcnnBam HeoOXxoQMMO XpPaHUTbL 3TOT NlIeKapCTBEHHbIN NpenapaTt 4oMa,
y3HaliTe yCNOBUSA ero XxpaHeHus y Bpa4a Bawuero pebeHka, MegcecTpbl Unm
dapmauesTa.

O6wume cBegeHMs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cumnToMbl nNn HapyLleHNsa COCTOSAHUA 300p0oBbs Bawero pebeHka He
YMeHbLUaTCA, U OTMeYvaeTcs yxyaweHue, obpatutechb Kk Bpady Bawero
pebeHka.

e He penutecb nekapcTBOM Ballero pebeHka c opyrumMm n He gaBalniTe Ybe-
nnbo nekapcTBO BalleMy pebeHky.

e XpaHunTe BCe NIeKapCTBEHHbIE NpenapaTbl B 0be3onacHOM MecTe. XpaHute
BCe NIeKapCTBEeHHble NpenapaTbl B MecTe, HeOOCTYNHOM /19 AeTen
OOMALLUHNX XNBOTHbIX.

e YTUnnsnpymnTte HencnoJsib3oBaHHble JIeKapCTBEHHbIE NpenapaTbl Un
npenapaTtbl C UCTEKLLMM CPOKOM roHOCTU. He BbinnBanTe B TyaneT unm
KaHanmsaumio 6e3 cooTBeTCTBYIOLLUX YKa3aHui. Ecnny Bac ecTb Bonpochl
OTHOCUTENbHO YTUNN3aLMKN NeKapCTBEHHbIX NPenapaTos.,
NPOKOHCYNbTNPYNTECh C papmaLeBTOM. B BaleM pervoHe MmoryT
OEeNCTBOBATb NPOrpamMMbl yTUNN3aLNN NNIEKAPCTBEHHbIX NpenapaTos.

¢ KHeKOTOpbIM flekapCTBEHHbIM NpenapaTaM MOryT Npunaratbca gpyrme
NHPOPMaLUNOHHbIE NUCTKK NS nauneHTa. Ecnn y Bac ectb Bonpochl,
KacaloLlmecs AaHHOIr o IeKapCTBEHHOr O NpenapaTa, NPOKOHCYNbTUPYNTECh
c BpayoM Bawuero pebeHka, MeacecTtpoli, dapmaueBToM Unu gpyrmum
paboOTHNKOM 30PaBOOXPaHEHMS.

e Ecnu Bbl cuMTaeTe, YTO NpoM3OLLIa Nepeno3npoBKa npenapara,
HeMea/IeHHO NO3BOHUTE B TOKCUKOOrMYeCKni LeHTP nnm obpatuTtech 3a
MeOuLUHCKO NoMoLLblo. ByabTe rotoBbl cOOBLWNTL UM NOKa3aTb, KAKO
npenapaT Bbl NPUHANK, B KAKOM KONTMYECTBE 1 Korga 3To Npou3oLuso.
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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 nevyenus. 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 Bpa4yebHoro oocneqoBaHns N OLEeHKN KOHKPETHbIX 1
YHUKaNbHbIX 06CTOATENbCTB NauneHTa. lNauneHTbl 4OMKHbI
NPOKOHCYNIbTNPOBATbLCS C BPAa4YOM ANd Noly4YeHus NnonHon nHopmaumm o
CBOEM 3[00POBbe, MEANLIMHCKUX BONPOCAaxX U BapnaHTax fie4eHuns, BKIo4as
nobble pUCKK NN NPenMyLLLeCTBa B OTHOLLEHUN NCMNOJIb30BaHNSA JIeKApCTB.
[aHHasa nHdopMaLns He ABNAETCSA rapaHTUen TOro, YTo BMA Ie4YeHUs 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
3Tolh uHPopMauum perynupyeTcsa Y CnoBUsMn UCMNOSb30BaHUA,
npencTaBfieHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2022-10-25

ABTOpCKOEe nNpaBo

© UpToDate, Inc. u ee adppunupoBaHHble KOMNAHUKU N/ vnun nuueHsnapsbl, 2025.
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.

Lumasiran - 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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