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OBPA3OBATEJIbHbIE MATEPUAJIbI OJ14 NMALUNEHTOB U
YXAXUBAKOLWNX 3A HUMK TN

Onasemnogene Abeparvovec

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
Zolgensma

Toprosble HauMeHoBaHuA: KaHaga
Zolgensma
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[MpepynpexpeHune

e [MpyMeHeHVe faHHOro NpenapaTa ConpPoBOXAaNnoCh
HapYyLUeHUAMIN CO CTOPOHbI NeYeHn. HekoTopsble
HapYyLUEeHUs CO CTOPOHbI NeYeHn NPUBOANIN K
cMepTU. Puck HapyLweHnsa GyHKLUN NeYeHn MoXeT
BO3pacTaTb, €CNN y Bawlero pebeHka yxe ecTb
3aboneBaHnsa neyeHn. Heob6xopnmo
KOHTpONNpoBaTb GYHKUUIO NeYeHn Ballero pebeHka
B COOTBETCTBUMN C YKa3aHUAMUN BPaya.

[lnsa yero ncnonb3yeTcs 3TOT JIeKAaPCTBEHHbIN NpenapaT?
e [MpuMeHseTCca ONa NeYeHns MbilleYyHom aTpodun.

Y10 Heobxoagnmo coobwmnTb Bpauy, NPEXKAE YEM mon
pebeHOK NpMeT AaHHbIN NIeKapPCTBEHHbIN NpenapaTt?

e Ecnuny Bawero pebeHka anneprnsa Ha gaHHbIN Npenapar,
nobble ero cocraensaoLme, gpyrue npenapaThl,
npoayKTbl NUTaHusa nnn sewectea. CoobmTe Bpavy 06
anneprnn n o ToM, Kak oHa nposenanach y pebeHka.

e Mpun nHpekuunny peberka.

e Ecnu pebeHok 06e3BOXEH UK Y HErO HEMOJTHOLLEHHOE
nMTaHune.

e Ecnu Baw pebeHOK He QOHOLLEH. DTOT NieKapCTBEHHbIN
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npenapaT He NpUMeHsIeTCcs Npu onpeneneHHoMm
BO3pacTe HeQOHOLLEHHbIX AeTeun.

[laHHbIN cNNCOK NieKapCcTB 1 3aboneBaHnii, KOTOpbie MOryT
HebnaronpmMATHO coYeTaTbCH C NPUEMOM AAHHOIO
npenapaTa, He ABNSeTCA NCYePnbIBaOLLUM.

[MPOKOHCYNbTUPYNTECH C BPa4yoM nnu ¢papmauesTom
OTHOCUTEJIbHO BCEX JIEKAPCTBEHHbIX NPenapaTos.,
KOTOpble NpUHUMaeT Ball pebeHok (Kak peuenTypHbIX, Tak
nnpnobpetaembix 6e3 peuenTa, HaTypalbHbIX
npenapaTtax U BUTaMUHax), a Tak)ke o npobnemax c ero
3p0opoBbeM. BaM Heo6xoanMmMo yooCcToBEpPUTHLCS, YTO
npueM gaHHoro npenapaTa 6e3onaceH npu 3aboneBaHunsax
BalLlero pebeHkKa 1 B COMeTaHNN C APYrUMun
NleKapCTBEHHbIMU NpenapaTaMu, KOTOPbIE OH yXe
npuHuMmaeT. He cnepyeTt HaunHaTb, NpekpawaTb Npuem
NN U3MEHATb 0O03UPOBKY Kakoro-nmbo nekapCcTBeHHOro
npenapaTa, KOTOPbIN NPUHUMaET Ball pebeHok, 6e3
COrflacoBaHNSA C BPA4OM.

Y10 MHe Heo6XxOaAMMO 3HaTb UK AenaTb, MOKa MOM
pebeHOoK NPMHMMaeT AaHHbIV NpenapaTt?

e CoobLnTe BCEM MEAULMHCKUM paboTHUKaM,
obecneymBalOLWLM MeauLnHCKoe obcnyXmnBaHmne
Bawero pebeHka, o ToM, 4To Baw pebeHoK npuHMMaeT
3TOT JIeKapPCTBEHHbIV NpenapaT. DTO Bpayu,
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MeacecTpbl, dapMaueBTbl U cToMaTonoru Bawero
pebeHka.

CnegunTte 3a TeM, YTOOLI pebeHOoK Npoxoans aHanusbl
KpOoBU 1 apyrue nabopatopHbie aHaNN3bl B
COOTBETCTBUMN C YKa3aHNAMU Bpaya.

Ha ¢poHe neveHmnsa atnm npenapatoM Habnogancs
NOBbILLEHHbIN YPOBEHb TPOMNOHMHA (6enka ns
cepgevyHou mMbliubl). Bo3aMoXHO, Kapgnonory npnaeTcs
NPOBEPUTb COCTOSAHNE ceppaua Bawlero pebeHka. Mpwu
HaNnM4YnumM BONPOCOB NPOKOHCYNbTUPYNUTECH C BPAYOM.

[lepen HayanoM nevyeHns AaHHbIM NpenapaToMm
ybeanTechb B TOM, 4TO Bbl 3HaeTe 060 BCcex BakLMHaX,
KoTopble nony4un Baw pebeHOK 40 TeKyLlero BpeMeHu.

[laHHbIN NeKapCTBEHHbIN NpenapaT NPpUMeHaeTCs B
CcOoYeTaHUN CO CTEPONAHbIM NpenapaToM, TakuM Kak
npenHn3onoH. [Nepep nonyvyeHnem pebeHKOM Kaknx-
60 BaKLUMH NPOKOHCYNbTUPYNTECH C €ro BPavomM.

Nupekunn (Hanpumep, npocTyaa, rpvunn unu
OpPOHXNONNT), BO3HUKLUMNE 00 UK NOoChe
BHYTPUBEHHOIO BNIMBAHUA 3TOro nNpenaparTa, MoryT
npuBecTun K bonee cepbesHbIM NocnencTemam. Jlnua,
ocyLLecTBAsAKOLLME YXOh, U 6nnskue nogn gOKHbI
NPUHMMATb Mepbl Ana NPoPuNakTukn nHpekumnin. K HUm
OTHOCSAITCS YaCTOe MbITbe PYK, Mepbl
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NPefoCTOPOXHOCTU NP KaLlie NN YNXaHUN U
orpaHun4vyeHne KoOHTakToB. HeMeaneHHo obpaTuTech K
Bpa4y, ecnuny Bawlero pebeHka eCcTb NPU3HaKkn ogHon ns
3TUX NHPeKUUIN, Takme Kak KaLlesnb, Xpunbl, YNXaHue,
HacMopK, 6onb B roprie nnm nuxopagka.

o Cobniopante ocobblie Mepbl NPEAOCTOPOXHOCTH,
cobupasn n ebibpacbiBas KanoBble Macchbl NaUMeHTa.
BoibpacbiBainTe NnoarysHuUKy ¢ 6biToBbiMM OTXOAAMUN B
repMeTUYHO 3aKPbITbIX MYCOPHbIX MNakeTax.
Ob6sa3aTeNnbHO BLIMOWTE PYKUN NOCIe CONPUKOCHOBEHUS
c KanoBbiMy Maccamu. Cnegynte 3TUM YKa3aHUAM Ha
npoTsXXeHnn 1 Mecsaua nocne Nofly4eHus Ballnm
pebeHKOM faHHOro npenapaTa. Ecnu y Bac BO3SHUKHYT
Kakne-nmbo Bonpochl, NPOKOHCYNbTUPYNTECH C
fievyaimm Bpavyom pebeHka.

e CywiecTByeT BEPOATHOCTb TOI0, YTO NPUMEHEHNE
[OAHHOr O npenapaTa MOXeT MNOBbICUTb PNCK Pa3BUTUS
paka. Y niogen, KoTopbie Noay4yann 3ToT npenapar,
OblIn OTMeYeHbI cry4Yyan paka. HemsesecTHo, MoXeT nu
3TOT NpenapaT ABAATbCA NPUYNHON NOAOOHbIX ABNEHWNIA.
[Mpn HanM4YMM BONPOCOB MNPOKOHCYNbTUPYNTECH C
Ba4oM.

O kaknx nob6o4HbIX 3pPeKkTax MHe crneayeT HeMeaJieHHO
coobLiaTb NevalleMy Bpady Mmoero pebeHka?

MPEAYNPEXXOEHNE/MPEOOCTEPEXEHWE: XoTtaune
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pPenkKnx cny4vasx, Ho y HEKOTOPbIX NaUMEHTOB NPUEM
[OAHHOr O JleKapCTBEHHOr O NpenapaTa MOXeT Bbi3blBaTb
O4YeHb Cepbe3Hble, a NHOrOa U CMepPTeNIbHO ONacHble
nob6oy4Hble 3¢ PekTbl. HemenneHHO cBAXNTECH C Bpa4OM
Bawero pebeHka nnum obpatntech 3a MEANLNHCKOWN
nomoLubto, ecnn y Bawero pebeHka nmeetcsa niobon ns
NnepeYvYnCcrieHHbIX HUXXe MPU3HAKOB NN CUMIMTOMOB,
KOTOpPble MOryT ObITb CBA3aHbl C O4YeHb TAXEbIM
no6o4HbIM 3P PeKkTOoM:

e [lpn3Haku anneprnyeckon peakumm, Takme Kak cbinb,
KpanneBHMLA, 3y, NOKPACHEBLLAA N OTeYHas KoXa C
BONAbIPSAMUN UK LLENYLWEeHNEM, BO3MOXHO B COYETaHNN
C NINXOpaaKou, CBUCTSLLLEee UNu Xpunsiiee abixaHue,
CTeCHeHue B rpygn nnu ropne, 3aTpyagHeHHoe AbixaHue,
rnoTaHne Unn peydb, HeobblYHAA XPUNIIOCTb, OTEYHOCTb
B obnacTu pTta, nuua, ryb, A3bika nnv ropna.

e [1pr3HaKM HapyLLEHUI CO CTOPOHbI NeYeHU, Takmne Kak
NOTEMHEHME MOYU, YTOMIISEMOCTb, OTCYTCTBUE
anneTuTa, TOWHOTa nnu 605b B XXMBOTE, NOCBET/IeHNEe
Kana, pBoTa, NoXenTeHne KOXW Nu rnas.

e OppblLLKa, pe3kuii HAbop Macchl Tena UM OoTeK PyK Unn
HOT.

e Bo Bpemsa nHdpysum BosHnKann nHPy3noHHbIe peakuunn.
HemepneHHo coobwnTte Bpayy Bawuero pebeHka, ecnmy

6/12



Hero nNosBUINCH Cblinb, 3yA, PBOTA, OObILIKA UK gpyrue
npob6nembl C gbiXxaHUEM, yYalLLEeHHOE, 3aMeaJIEHHOE NN
HepuUTMNYHoe cepauebrneHne, CUMNTOMbI HU3KOIO
apTepuanbHOro gaBfeHus, Takme Kak CUiibHoe
rOJIOBOKPY>XEHME NN NOTeps CO3HaHUS, unn niodble
opyrue HebnaronpusaTHbie 3¢pPeKThl.

e [IpMeHeHNe oaHHOr O NpenapaTa ConpPoBOXAANoCh
cepbe3Hon NpobeMon co 3q0POBbEM, Ha3biBAaEMOI
TpoMboTnveckonn MukpoaHruonatTmen (TMA). O6bi4HO
OHa BO3HMKaa B Te4eHue nepsbix 2 Hegenb nocrne
BHYTPUBEHHOI O BNMBaHUA AaHHOro npenapata. TMA
MOXEeT NPencTaBfATb ONACHOCTb ON1S XXU3HU UNn
npuBoanTb K cMepTn. HeMepgneHHo ob6paTuTeCh K
Bpau4y, ecnn y Bawuero pebeHka ecTb Takue nNpu3sHaku,
KaK CUIbHaA yCTanocTb unn cnabocTb; niobblie
HEeOObACHNMbIE CUHSAKN NN KPOBOTEYEHNS; CYyaoporu;
N3MeHeHne KoNmMyecTBa BbllueaLlen MoO4Yn; NpusHaku
BbICOKOIO KPOBSIHOI O faBlieHUd, Takmne Kak CufibHas
ronoBHasa 60/b UM FONOBOKPYXEHNE, NOTEPS
CO3HaHUSA NN U3MEHEHMNE 3PEeHUA.

KakoBbl HeKOoTOpble gpyrne no6o4Hble 3¢pPpekTbl LAHHOIO
NleKapCTBEHHOr o npenapaTa?

IMio6oi nekapCcTBEHHbIN NpenapaT MOXeT NMeTb
no6oyHble apPekTbl. OgHaKO Yy MHOTrMX Nntogein NnoboYHble
3¢pPekTbl N6 He3HaUYNTENbHbIE, NMOO BoObLLE

7/12



oTcyTcTBYIOT. CBSIXKMTECH C BpavyoMm Bawuero pebeHka nnum
obpaTuTech 3a MEAULMHCKON NOMoLLUblo, ecnu niobdon ns
3TUX NN gpyrux nobo4Hbix appekToB becrnokont Bawiero
pebeHKa, Unn ecnim OH He NPOXOAWT:

e PBoTa.

[laHHbIN CNNCOK BO3MOXHbIX MOOOYHbIX 3pPeKTOB He
aBnseTcsa ncyepnoiBatowmMm. Ecnmny Bac BosHnknu
BOMPOCbI KacaTenbHO NoO6o4YHbIX 3pPekTOoB, 06pPaTUTECH K
Bpa4y Balwero pebeHnka. [NpoKOHCYNbTUPYNTECH C BPAa4YOM
Bawero pebeHka oTHOCUTENbHO NOB6OYHbIX 3P PeKTOB.

Bbl MOXKeTe coobLwnTb 0 pasBnTUnN No6o4HbIX 3dPEKTOB B
HaLMOHaNbHOeE yrnpaB/ieHne 30PaBOOXPaHEHUS.

Kak nyuywie Bcero gaBatb 3TOT JIeKapCTBEHHbIN Npenapat?
[aBanTe pgaHHbIN NnpenapaTt Bawemy pebeHky B
COOTBETCTBUM C NpeanucaHnamm Bpava. lNpounTtanTte BClo
npepnocTaBneHHyto Bam nupopmauuto. Ctporo cnenynre
BCEM UHCTPYKLUAM.

e DTOT NpenapaTt BBOAAT MHPY3UOHHO BHYTPUBEHHO
HenpepbIBHO B TeYEHME onpeneneHHOro BpeMeHu.

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

o CBsXuTechb c BpayoM Bawlero pebeHka, 4ToObI
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BbIACHNTb XO4 AalibHeWmnx oencTeBumn.

Kak MHe xpaHuTb n (nnn) BbIOPOCUTL 3TOT JIeKAPCTBEHHbIN
npenapart?

e EcnvuBam Heob6XxooMMO XPaHUTb 3TOT JIEKAPCTBEHHbIN
npenapaTt AOMa, y3HalTe YC/IOBUSA ero XpaHeHns y Bpa4va
BalLlero pebeHka, MegcecTpbl unu ¢papmauesTa.

O6wume cBepeHns O NeKapCcTBEHHbIX NpenapaTax

e Ecnn cuMnTOMBI NNK HapyLLeHNA COCTOAHNSA 300POBbS
Bawero pebeHka He yMeHbLLAITCS, UM oTMeYaeTcs
yXyaweHune, obpatuTech k Bpady Bawero pebeHka.

e He penunTtecb NekapcTBOM Ballero pebeHka c gpyrumm u
He gaBanTe Ybe-NnMbo NeKapcTBO BalleMy pebeHkKy.

e XpaHuTe BCe NeKapCcTBeHHble NpenapaTbl B 6e30nacHoM
MecTe. XpaHunTe BCe NIeKapCTBEHHbIE NpenapaTbl B
MecTe, HeQOCTYNHOM O/ AeTeN N AOMALLUHUX XXNBOTHbIX.

e YTUNMU3NpPynTe HENCNOJb30OBaHHbIE NIeKaPCTBEHHbIE
npenapaTbl U NpenapaTbl C UCTEKLLINM CPOKOM
rogHocTu. He BbinnBarTe B TyaneTt Unv KaHanmsauuio
0e3 cooTBeTCTBYIOWMX YKasaHui. Ecnuy Bac ecTb
BOMNPOCbl OTHOCUTENIbHO YTUNN3aLUUN NIEKAPCTBEHHbIX
npenapaToB, NPOKOHCYNbTUPYynTech ¢ papmaueBToM. B
BalLleM pervoHe MOryT AeicTBoBaThb NPOrpPaMMmbl
YyTUNN3aLUnn NIeKapCTBEHHbIX NpenapaTos.
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e K HEKOTOPbIM NIeKapCTBEHHbIM NpenapaTtaM MOryT
npunaratbca gpyrune nHOpPMaLNOHHbIE NNCTKN ONs
nauneHTa. Ecnny Bac ectb BOnpochl, kKacaloLwmecs
OAHHOr O NeKapCTBEHHOr o npenapara,
NPOKOHCYNbTUPYNTECH C Bpavyom Balwuero pebeHka,
mMegcecTpomn, papmaLeBToOM UM apyrum paboTHUKOM
34paBOOXpaHeHus.

e EcnuBbl cunTaeTe, YTO NpounsoLlna nepeno3npoBKa
npenapaTa, HeMepnJ/ieHHO NO3BOHNTE B
TOKCUKONOTrMYeCcKnin LeHTp nnn obpatutecs 3a
MeauUUHCKON noMoLblo. byobTe roToBbl COOOLWLNTD
NN NOKa3saTb, KAKOW NpenapaT Bbl NPUHANW, B KAKOM
KONM4ecTBe N Korga 3To Npou3oLursio.

Ncnonb3oBaHne nHipopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

JT1a 0606w eHHas nHPOpPMaL s BKITIOYAET KpaTKume
CBeeHNda O gnarHose, fie4eHnn u/unm NneKapCcTBeHHOM
npenapate. OHa He aBnaeTCcs BCeobbeMnoLwnm
NCTOYHUKOM AAHHbIX N OOSKHA UCNOJIb30BaTbCA B
Ka4yeCTBe MHCTPYMeHTa, MOMOraloLLero nofib3oBaTesnio
NOHATb U (M) OLUEHNTb NOTEeHUMalNbHble BAPUNAHTDI
anarHocTukun u nevyenuns. Ona HE BkntoyaeT B ceb4 BClO
NHPOopMaLUNIO O COCTOAHNAX, MeTOAAX NIeYeHuns,
rnekapcTBax, No6ou4HbIXx 3pPeKkTax unm puckax, KoTopble
MOryT OTHOCUTbCA K KOHKpeTHOMY nauneHTy. OHa He

10/12



OOJKHA CYNTATbCA MeQULMNHCKOW KOHCYNbTauuen nnm
3aMeHON MeanNLMHCKON KOHCYIbTaunu, QUarHOCTUKN NI
rieyeHuns, NpeaoCcTaBNsgeMbIX BPa4OM Ha OCHOBE
Bpa4yebHoro ob6cnenoBaHns N OLEHKU KOHKPETHbIX U
YHUKaNbHbIX 06cTOATENbCTB NauneHTa. MNauneHThbl
OOJIKHbI MPOKOHCYJIbTUPOBATbLCSA C BPa4YoM A1 NOSTy4YeHuns
NONIHOW MHPOPMaLN O CBOEM 300POBbE, MEAULMHCKNX
BOMPOCAax U BapunaHTax fevyeHuns, Bkntodasa noodble pncku
NN NPEeNMyLLLEeCTBA B OTHOLLEHUN NCMOJIb30BaHUNS
nekapcTB. [laHHasa MHPOopMaLUSa He aBNSeTCsA rapaHTnen
TOro, YTO BUf Ie4YeHNSA NN NEKapPCTBEHHbIN NpenapaT
6e3onaceH, apdekTneeH nnn ogobpeH onsa nevyeHus
KOHKpeTHbIX nauyneHToB. [peanpuatue UpToDate, Inc. n
ero gpovepHue NnpeanpusaTns oTkasbiBaloTCs OT Nob6bIX
rapaHTun nnm ob693aTenbCcTB, CBA3aHHbIX C 3TOMN
nHpopmaumen nnu ee ncrnonbaosaHmem. VMicnonbzosaHmne
3TON NHpOopPMaUnK perynmpyeTtcsa Ycnoesmuamm
NCMosib30BaHUS, NPenCcTaBleHHbIMN Ha BeO-CTpaHuLe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2025-03-13

ABTOpCKOEe nNpaBo
© UpToDate, Inc. u ee adppunnmnpoBaHHble KOMMAHUN N/UNK
nuuensnapsbl, 2025. Bce npaea 3awmieHsi.
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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
BUpPTYanbHOM bubnuoTteke Ha cannTe www.mskcc.org/pe.
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Bce npaBa 3awmiieHbl n npnHagnexaTt Memorial Sloan Kettering
Cancer Center

Memorial Sloan Kettering
Cancer Center
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