MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI OJ14 NMALUNEHTOB U
YXAXUBAKOLWNX 3A HUMK TN

Delandistrogene Moxeparvovec

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
Elevidys

[1ns yero ncnonb3yeTcs 3TOT JIeKapPCTBEHHbIV NpenapaT?

e [lpenapaT HasHa4aeTcs ANs eYeHnsa MbiLLEYHOW
ouctpodpun OJoweHna (MOO).

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 npossnanach y pebeHka.

e [Mpun nupekuunny pebenka.
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e Ecnny Bawero pebeHka 3aboneBaHne neyeHun.

e Ecnun Baw pebeHoK npoLuen TeCTupoBaHne 1 Bbl 3HaeTe,
4YTO Yy Bawlero pebeHka ecTb geneunsa B 3k3oHe 8 unn 9
redHa DMD.

e Ecnu Baw pebeHoK npoLuen aHanns 1 Bbl 3HaeTe, YTo Y
Bawero pebeHka ectb aHTUTeNna kK AAV.

[laHHbI cNNCOoK NieKapcTB 1 3aboneBaHunii, KOTOpbie MOryT
HebnaronpmMATHO coYeTaTbCs C NPUEMOM AAHHOIO
npenapaTa, He ABF9eTCs ncyepnbiBatoL M.

[MpoKOHCYNbTNPYATECH C Bpa4yoM nnm papMaleBToOM
OTHOCUTENIbHO BCEX NIeKapPCTBEHHbIX NpenapaTos,
KOTOpble NpuHMMaeT Ball pebeHok (Kak peuenTypHbIX, TakK
n npuobpeTtaembix 6e3 peuenTta, HaTypasbHbIX
npenapaTax n BUTaMMHax), a TakXke o npobnemax c ero
3p00poBbeM. Bam Heo6xoaMMoO yOOCTOBEPUTLCS, YTO
npveM gaHHOro npenapaTta 6esonaceH npu 3aboneBaHnNNax
Ballero pebeHka 1 B cO4eTaHNU C APYyrumMm
NeKapCTBEHHbIMU NpenapaTamMm, KOTOpPbIe OH yXe
npuHMMaeT. He cnegyeT HauMHaTb, NpekpaLlaTb Npuem
NN N3MEHSATb O3UPOBKY Kakoro-nmbo nekapCcTBEHHOr o
npenapaTta, KOTOPbI NPUHMUMaET Ball pebeHok, 6e3
COr/lacoBaHNSA C BPa4oM.

Y10 MHe Heob6xoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOoK NpUHUMaeT fAaHHbIN NpenapaTt?
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e CoobwmnTte BCceEM MegULNHCKUM paboTHMKaM,
obecnevynBaloLM MegULNHCKOE 0bcnyXXnBaHue
Bawero pebeHka, o TOM, 4To Baw pebeHoOK NnpuHUMaeT
3TOT JIeKapPCTBEHHbIN NpenapaTt. DTO Bpauu,
MepncecTpbl, dapmauleBTbl U cTOMaTonoru Bawero
pebeHka.

e Cnegunte 3a TeM, 4TOObI pebeHOK NPOXoAna aHaNnsbI
KpOBU 1 gpyrue nabopaTtopHble aHanmsbl B
COOTBETCTBUU C YKa3aHNAMUN Bpaya.

e EcnnBO3MOXHO, y6eaunTech, YTo Balla BakKUMHaLUMWS
aKTyaNnbHa [0 NNeYyeHUs 3TUM NpenapaTom.

e [lo nnocne atoro npenapaTta 6yaeTt Ha3Ha4YaTbCH
CTepoungHbIN NnpenapaT, HanpuMep NPeaHN30oH, YTOObI
ns3bexatb No60YHbIX 3P PekToB. CoobwnTe Bpayy
Ballero pebeHka, ecnm cTepoungHbii npenapaT He
NCNOJIb3yeTCs COrfacHO NOSIy4eHHbIM MHCTPYKLUMAM.
[pn BO3HNKHOBEHNU y Ballero pebeHka Npru3HakoB
NHEeKUNN HeEMeTeHHO CBAXNTECh € Bpa4yoM. K HUM
OTHOCHATCS BbiCOKas TemMnepaTypa, 03Hob, 6onb B
roprne, Kallesb, CBUCTSLLEE AbIXaHNE, YAXaHNE NN
HaCMOpK.

¢ [lpMeHeHMe gaHHOr o NpenapaTa CoNnpPoOBOXAaNnoCh
HapPYLUEHNSAMUN CO CTOPOHbI NevyeHn. Puck HapyLwieHuns
PYHKLMN NeYeHn MOXeT BO3pacTaTb, €CNN Y Ballero
pebeHka yxe ecTb 3aboneBaHuna neyeHn. B
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OonbLUMHCTBE criy4yaeB 3TOT 3¢ PeKkT Habnoganca B
TeyeHune 8 Hepenb Nocne NpuMeHeHns go3bl. [Npwu
HaIM4YMN BONPOCOB NPOKOHCYIbTUPYNTECH C BPA4OM.

e [locne npuema 3Toro npenaparta OH MOXeT
oOHapyXuBaTbCs B MOYe 1 cTyne. Bam Hy)xHO 6ypeT
NPoSABNATb 0COBYI0 OCTOPOXHOCTb B TeyeHne 1 MecsiLa

nocrne Toro, Kak Ball pebeHoK Nony4YnT 3TOT npenapar.

TwaTenbHO BbiIMONTE pykn. [loMecTuTe BCe, Ha YeM
MoXkeT 6bITb MOYa N CTyN Bawero pebeHka, B NakeT C
3aCTeXKon N BbIOpocbTe ero ¢ 6bITOBbIMU OTXOAAMM.
Ecnn y Bac BO3HUKHYT Kakne-nnbo Bonpochil,
NPOKOHCYNbTUPYNTECH C Jievall M BpavyoMm pebeHka.

O kaknx nob6o4HbIX 3P PeKkTax MHe crneayeT HeMeaJieHHO
coobLiaTb nevyawleMy Bpady Mmoero pebeHka?

MPEAYNPEXXOEHWNE/NMPEOOCTEPEXEHUE: XoTtaue
pPenKux criy4asix, Ho y HEKOTOPbIX NAaLUNEHTOB NPMNeM
[0aHHOr O NIeKapCTBEHHOI O NpenapaTta MOXeT Bbi3blBaTb
OYeHb cepbe3Hble, a MHOrOa N CMepTeslbHO OnacHble
nob6oyHble 3dpPekTbl. HeMegneHHO CBAXUTECH C BpayYOM
Bawero pebeHka unn obpatutecb 3a MEAULIMHCKOWN
nomoLubto, ecnn y Bawero pebeHka nmeetcsa nio6on ns
nepeyYncneHHbIX H1Xe NPU3HaKoB NI CUMNTOMOB,
KOTOpPble MOTyT ObITb CBA3aHbl C O4Y€Hb TAXEJbIM
NoOo4YHbIM 3pPeKkTOM:

¢ [Mpun3Hakm annepruyeckomn peakummn, Takme Kak cbimb,
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KpanuBHMLA, 3y, NOKPAaCHEeBLUAA N OTe4YHas KoxXa C
BONObIPAMN NN LLENYLLEHNEM, BO3MOXHO B COYeTaHNU
C NINXOPanKon, CBUCTSALLLee NN XpunsLuliee gbixaHue,
CTECHEHWe B rpyaun unuv roprie, 3aTpygHEHHOE AblXaHue,
rnoTaHMe Unn peydb, HeobblYHAA XPUNIIOCTb, OTEYHOCTDb
B obnactu pTa, nnua, ryd, a3bika nnm ropna.

[Mpn3HaKM HapYyLLUEHUIN CO CTOPOHDbI NeYeHn, Takne Kak
NOTEMHEHME MO4U, YTOMIISEMOCTb, OTCYTCTBUE
anneTuTa, TOWHOTAa unu 6onb B XXUBOTE, MOCBET/IEHNE
Kana, pBoTa, NOXeNnTeHne KOXn Unu rnas.

Jlob6oe HeoOBbACHUMOE YBeNnYeHne MblillevyHon 6onun,
6one3HeHHOCTU Unu cnaboctun. K HMM oTHOCATCS
npo6bnembl C rnoTaHMeM, oablLLKa NN 3aTPYOHEHNS
peun.

JIlo6oe HeobbACHUMOE 0Opa3oBaHNE KPOBONOATEKOB
NN KpoBOTEYEHNE.

B TeueHne Heckonbkunx gHen nocne NHPy3nm BO3HUKaNM
onpepeneHHble Nnpobnemsbl ¢ cepauem. HemeaneHHo
obpaTuTech K Bpady pebeHka npu nosaBneHun y
pebeHka 60nu B rpygm nnm ogbiLlLKN.

[Mpn npuMeHeHUn 3TOro NpenapaTta MOryT BO3HMKATb
NHPY3NOHHbIe peakunn. 3a BawimM pebeHkom byayT
HabnogaTb Ha NpegMeT peakunn BO BpeMs BBeeHUs
3TOro npenapaTa u B Te4eHne Kak MUHUMYM 3 4acoB
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nocne 3aBepLueHns nHdysnun. HemepneHHo coobwmnTe
CBOEMY Bpayy, ecnu y Bawlero pebeHka Taxmkapgus,
yyalleHHoe AblXxaHue, 3aTPpyaoHEeHHOe AblXxaHue unu
BOCnaneHne Hoca. HemepgneHHo coobLwnTe Bpayy, ecnu
y Bawlero pebeHka oTek unm 3y ryo, cbinb nnu
KpanueHMLUa, NMxopaaka, 03Ho6, NPUNMBbI, TOWWHOTA
NN pBOTa.

KakoBbl HekoTOpble gpyrne no6o4Hble 3¢pPpeKkTbl LAHHOIO
NleKapCTBEHHOr o npenapaTa?

IMio6oi nekapCcTBEHHbIN NpenapaT MOXeT NMeTb
no6oyHble apPekTbl. OgHaKO y MHOTrMX Nntogein NnodoyHble
3¢pPekTbl N6 He3HaUYNTENbHbIE, NMOO BoObLLE
oTcyTcTBylOoT. CBAXMTECH C BpavyoM Bawero pebeHka nnm
obpaTnTechb 3a MEANLNHCKOW NOMOLLbIO, ecnun ntobdoin ns
3TNX N gpyrux nobo4Hbix apdpekToB becnokout Bawero
pebeHKa, U ecnn OH He NPOoXoaunT:

e TowHOTa 1N pBoOTA.

e HebonbLion xap.

[laHHbIN CNINCOK BO3MOXHbIX MTOOOYHbIX 3P PEeKTOB He
aBnaeTCcsa ncyepnoiBatowmm. Ecnn y Bac Bo3Huknn
BOMPOCbI KacaTeNbHO N0O0o4YHbIX 3pPekToB, 06paTUTECH K
Bpayvy Bawero pebeHka. [IpOKOHCYNbTUPYIATECH C BPAa4YOM
Bawero pebeHka oTHocuTenbHO N060YHbIX 3P PEKTOB.

Bbl MOXeTe coobLwmnTb 0 pa3BuTm NnoOoYHbIX 3¢pPeKToB B
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HaUMOHaNbHOE yrnpaB/ieHe 30PaBOOXPaHEHMS.

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

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

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

o CBsXxutechb c Bpa4yom Bawiero pebeHka, 4Tobbl
BbIACHNTb XO4 AalfibHeWmnx oencTeBumn.

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

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

O6wume cBepeHns O NeKapCcTBEHHbIX NpenapaTax

e Ecnn cuMnTOMBI NNK HapyLLeHNA COCTOAHNSA 300POBbS
Bawero pebeHka He yMeHbLUAIOTCS, UM OTMeYaeTcs
yXyaLweHune, obpatuTech k Bpady Bawero pebeHka.

e He penntecb nekapcTBoM Ballero pebeHka c ppyrumm u
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He gaBanTe Ybe-nnbo nekapcTBO BalleMy pebeHky.

XpaHuTe BCe neKapcTBeHHble NpenapaTbl B ©e30nacHOM
MecTe. XpaHUTe BCe NNIeKapCTBEHHbIe NpenapaThbl B
MecTe, HelOCTYNHOM ANSA AeTen U AOMaLUHNX XXUBOTHbIX.

YTunusnpymnte Hemcnonb3oBaHHbIE NNIEKAPCTBEHHbIE
npenapaTbl NI NpenapaTbl C UCTEKLLNM CPOKOM
rogHocTu. He BbinnBanTe B TyaneT Uin KaHanmsaymio
6e3 cooTBeTCTBYOLWMX YKa3aHn. Ecnny Bac ecTb
BOMPOCbI OTHOCUTESNbHO YTUNN3aLUnN IeKaPCTBEHHbIX
npenapaToB, NPOKOHCYNbTUPYNTECHh C papmMaLeBToM. B
BalLEeM pernoHe MOryT AefncTBOBaTb MNPOrpaMMmbl
YyTUNN3aLUnn NeKapCTBEHHbIX NPenapaToB..

K HeKoTopbIM NneKapCTBEHHbIM NpenapaTtam MoryT
npunaratbCsa gpyrue NHPOPMaLUNOHHbIe NNCTKK O
nauneHTa. Ecnny Bac ectb BOnpochl, KacaoLwmecs
OAHHOr O NNIeKapCTBEHHOr O Npenapara,
NPOKOHCYNbTUPYNTECH C BpayoMm Balwuero pebeHka,
mMepcecTpomn, papmMaueBTOM U gpyrum paboTHNKOM
300aBOOXPaHEeHUS.

Ecnu Bbl cunTaeTe, YTO NpounsoLLia NepenosnpoBkKa
npenapaTa, HeMeaNeHHO NO3BOHNTE B
TOKCUKOJTOrMYECKNI LEeHTP nnm obpatmnrtechb 3a
MeauUMHCKON noMoLubto. byabTe rotoBbl cCOO6LWNTD
NN NOKasaTb, KaKoW NpenapaT Bbl NPUHANN, B KAKOM
KONMMYecTBe N Korga 3To Npoun3oLusio.
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Ncnonb3oBaHne nHpopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

JT1a 0606w eHHas nHPoOpPMaLMs BKITIOYAET KpaTKume
CBeeHNda O gnarHose, fie4yeHnn u/unm NneKapCcTBeHHOM
npenapate. OHa He aBnaeTCcs BCeobbeMoLnMm
NCTOYHUKOM AAHHbIX N QOSKHA UCNOJIb30BaTbCA B
KayecCcTBe MHCTPYMeHTa, MOMOraloLLero nosib3oBaTesnio
NOHATb U (M) OLEHNTb NOTEeHUMalbHble BAPUNAHTDI
anarHocTukun u nevyenuns. Ona HE BkntoyaeT B ceb4 BClO
NHPOpPMaLNIO O COCTOAHUAX, METOAAX NIeYeHNs,
rnekapcTBax, No6ou4HbIX 3pPeKkTax unm puckax, KoTopble
MOTyT OTHOCUTbCA K KOHKpeTHOMY nauneHTy. OHa He
OOJIDKHA CYHNTATbCA MEANLNHCKOW KOHCYIbTauuen nnm
3aMeHOWN MegNLNHCKOW KOHCYIbTaunu, AnarHoOCTUKN Nnn
nieyeHuns, NpeaoCcTaBNAeMbiX BPa4OM Ha OCHOBE
Bpa4yebHoro o6cnegoBaHns N OLEHKU KOHKPETHbIX U
YHUKaNbHbIX 06CcTOATENLCTB NauneHTa. [ayneHTnl
OOJIKHbI NPOKOHCYJIbTUPOBATLCS C BPAaYOM A1 NOy4YeHns
NOJIHON NHPOPMALKN O CBOEM 300POBbe, MEANLNHCKNX
BOMPOCaxX 1 BapunaHTax JiedeHus, BKo4as niobbie puckun
NN NPEenMyLLLecTBa B OTHOLLUEHUN NCMOb30BaHUS
nekapcTe. [laHHaga nHopMaumna He aBNaeTCAa rapaHTnen
TOro, YTO BN, NIeYeHUs Unn NekapCcTBEHHbIN npenapaT
6e3onaceH, apdpekTneeH nnm ogobpeH onsa nevyeHus
KOHKpeTHbIX nauyneHToB. [Npeanpuatue UpToDate, Inc. n
ero go4YepHne NpeanpuAaTUa OTKasbiBaloTCA OT NO6bIX
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rapaHTun nnm ob69a3aTenbCcTB, CBA3aHHbIX C 3TOMN
nHpopmaumnen nnu ee ncrnosibaosaHmem. MicnonbzosaHme
3TON NHpOopPMaUnM perynmpyertcsa Ycnoesmuamm
NCNosib30BaHUS, NPenCcTaBNeHHbIMN Ha BeO-CTpaHuLe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2024-08-26

ABTOpCKOEe nNpaBo

© UpToDate, Inc. u ee adppunnmnpoBaHHble KOMNAHUN N/UNK

nuueHsnapbl, 2025. Bce npaBa 3aLiuLLEHbI.

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
BUpPTYyanbHOM OubnuoTteke Ha cannTe www.mskcc.org/pe.

Delandistrogene Moxeparvovec - Last updated on July 2,2023
Bce npaBa 3awmiieHbl n npnHagnexaTt Memorial Sloan Kettering
Cancer Center
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