MSK Kids

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

Delandistrogene Moxeparvovec

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
Elevidys

[MpepynpexpeHune

e [1pn NnprMeHeHUN 3TOro npenapaTa BO3HNKANN TXesble HapyLleHns
CO CTOPOHbI NeYeHU. IHorga oHV NMenn yrpoXXatoLL il XXN3HW XapaKkTep
NN NPUBOONNN K cMepTU. PUck HapyLueHnsa pyHKLNK NeYeHn MoXeT
BO3pacTaTb, ecnun y Bawlero pebeHka yxe ecTb 3abonesaHns neyeHu. B
OonbLUMHCTBE c/lyvyaeB 3TOT 3ddeKkT Habnoganca B TeyeHne 8 Hepenb
nocne npuMeHeHuns 0o3sbl. [pn BO3HNKHOBEHUN Yy Ballero pebeHka
nobbIX NPU3HAKOB HapyLLUeHN PaboTbl NeYeHN HeMeLTIeHHO
CBS)KNTECH C BPa4oM.

e Bawemy pebeHky Heobxoanmo byneT coaTh NeYeHOYHbIe aHannsbl 4o
Nony4YeHUs 3TOro npenapaTa n eXxeHeaenbHo B Te4YeHne He MeHee 3
MecsiLeB Nocrie NoJsly4yeHus gosbl.

e Bawemy pebeHky Heobxoanmo 6yneT HaxoanTbCs PSAOM C
COOTBETCTBYIOLLMM MEAVNLMHCKUM yYpeXXaeHNeM B Te4eHne He MeHee 2
MecsiueB Nocre Nojly4eHus 3Toro npenapaTta. [NpoKoHCcynbTUpynTech C
nevyallimm Bpavyom pebeHka.
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[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

L4 I'IpenapaT Ha3Ha4YaeTca Ans Jie4eHUs MbllLle4YHOW JJ,I/ICTpOCI)I/II/I D,IOLLIeHHa

(Man).

Y10 Heobxoaumo coobwmnTb Bpayy, NPEXOE YEM mon
pebeHOK NpUMeT AaHHbIV IeKapCTBEeHHbIV Npenapat?

e Ecnn y BaLlero pe6eHKa anneprnd Ha OAHHbIN npenapar, nooble ero
cocCTaBdlowne, gpyrme npenapatbl, NPOAYKTbI MTMTaHUA U BeLeCTBa.
COO6LIJ,I/ITe Bpa4y 06 anneprnnmm o ToOM, Kak OHa npodssianacb y pe6eHKa.

e EcnnyBawero pebeHka ecTb MH$peKUUs, n ecnn y Bawlero pebeHka 6bina
NHeKUNs B Te4YeHne nocnegHnx 4 Hepgenv.

e Ecnneaww pe6eH0|< noslyvymn eakKumHy B Te4eHne nocriegHnx 4 Hepenb.
e Ecnn Yy Bawero pe6eHKa 3aboneBaHne nevyeHun.

e EcnuBaw pebeHoOK NpoLlen TeCTUPOBaHNE U Bbl 3HAETE, YTO Yy BalLero
pebeHka ecTb geneumnsa B 3k3oHe 8 unmn 9 rena DMD.

e EcnuBaw pebeHoK Npoluen aHanus 1 Bbl 3HaeTe, YTO Y Bawero pebeHka
ecTtbaHTUTenak AAV.

e Ecnu Bawa goyb 6epeMeHHa unm ecTb BEPOATHOCTb OepeMEeHHOCTN.
[laHHbIV NpenapaT He pa3peLleH Ansa NPUMeHeHUs BO BpeMs
6epeMeHHOCTN.

e Ecnn Bawa po4vb KopMuUT pebeHka rpyablo Nnun nnaHupyeT KOPMUTb pebeHka
rpyabto.

[aHHbIN CNUCOK NeKapCcTB 1 3aboneBaHnin, KOTOPble MOryT HEGNaronpUATHO
co4yeTaTbCHA C NPMEMOM [L@HHOI O NpenapaTa, He ABNSeTCA NCHEepPnbIBaOLLNM.

[MpOKOHCYNbTUPYNTECH C BPa4YoM nnn dapmaueBTOM OTHOCUTENIbHO BCex
NeKapCTBEHHbIX NpenapaToB, KOTopble NPUHMMaeT Bawl pebeHok (Kak
peuenTypHbIX, Tak U NpnobpeTaeMblix Oe3 peuenTa, HaTypasbHbIX NpenapaTax
N BUTaMMHaXxX), a TakXXe o npobnemax c ero 3gopoBbeM. Bam Heob6xoanmo
yOOCTOBEPUTbLCS, YTO NPMeM aHHOr o npenapaTta 6e3onaceH npwu
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3aboneBaHuax Ballero pebeHka 1 B coueTaHNN C APYrMMU TeKapCTBEHHbIMUA
npenapaTtamu, KOTOpble OH YXKe NpuHMMaeT. He cnegyeT HaunHaThb,
npekpaLwLaTb NpPMeM NN U3MeHATb O3NPOBKY Kakoro-nmbo nekapcTBeHHOro
npenapaTa, KOTOPbIN NPMHUMaeT Ball pebeHok, 6e3 cornacoBaHuns C BpavoM.

Y10 MHe Heo6xoaMMO 3HaTb UNU genaTb, NOKa MO
pebeHOK NpUHUMaeT faaHHbIN NpenapaTt?

e CoobwuTte BCEM MEONLMHCKMM paboTHMKaM, obecneymBatowLnM
MeaununHckoe obcnyxmnBaHne Bawero pebeHka, o ToM, 4To Baw pebeHok
NPVWHUMaET 3TOT JiIeKapCTBEHHbIN NpenapaT. DTO Bpa4in, MeacecTpbl,
¢dapmaueBTbl U cTOMaTonorun Bawero pebeHka.

e CnegunTte 3a TeM, 4TOObI pebeHOK NPOXOANST aHann3bl KPOBU N gpyrue
nabopaTopHblie aHanNM3bl B COOTBETCTBUN C YKa3zaHUAMIN BpaYa.

¢ [lepen Havyanom neyeHns gaHHbIM NpenapaToM ybeantecb B TOM, YTO BaLll
pebeHOoK NPUBUT BCEMU BaKLMHaMN, KOTOPbIE OH AO/HKEH NOY4YNTb A0
TekyLwiero spemMenu. [Nlepen HayanoM nevyeHns aHHbIM NpenapaTom
NPOKOHCYNbTUPYMATECH C BpavyoM BaLwlero pebeHka, YTobbl y3HaTb, Korga
€My HY>XHO NOoNy4YnTb Kakne-nmbo BakuMHbI.

e [lounocne atoro npenapaTa 6ygeT Ha3HavYaTbCsA CTEPOMAHBIA Npenapar,
Hanpumep NPefHN3oH, YTobbl n3bexaTb No604YHbIX 3dPekToB. CoobLunTe
nevawiemy Bpady, ecnm cTepoungHbiii NpenapaT He NCMOoMb3yeTCs COrfnacHo
NONyYeHHbIM UHCTPYKLUAM.

e DTOT NpenapaT, NPUHNMAEMbIl BMECTE CO CTepOnNaOM, MOXET NOBbICUTb
PUCK pa3BnTus THXkenom niexkummn. Hekotopble NHPeKUUN NPUBOANIN K
cmepTu. Cnegnte 3a T1eM, 4Tobbl Baw pebeHok YacTo mbin pyku. CnepgnTe,
4TO6bI pebeHOoK He BCTynan B KOHTAKT C toabMun, 60nbHbIMU
NHPEKUNOHHbIMK 3ab60oneBaHNAMU, npocTynon unn rpunnom. Coobwnte
BpaJy, ecnn y Bawero pebeHka ecTb NpusHaku nH$ekunmn, oo Havana
npuema 3Toro npenapara unm nocne ero npuema. K npusHakam nipekumm
OTHOCATCS BbiCOKas TeMnepaTypa, 03Ho6, 605b B roprne, kallenb,
CBUCTSALLEE AbIXaHne, YXaHne UM HaCMOPK.

¢ [Mocne npnema aToro npenapaTta oOH MOXXeT OOHapPYyXMBATbCHA B MOYe 1
cTyne. Bam Hy)kHO 6yneT NposBIsATb 0COBYI0 OCTOPOXHOCTb B TeyeHue |



MecsLa nocre Toro, Kak Ball pebeHokK Nony4ynT 3ToT npenapart. TwaTenbHo
BbIMOITe pyku. [loMecTuTe BCe, Ha 4YeM MOXeT 6biTb MOYa UIN CTY/ Ballero
pebeHka, B NakeT C 3aCTeXKOW 1 BbIbBpocbTe ero ¢ 6bITOBbIMM OTXOAAMU.
Ecnuy Bac BO3HUKHYT Kakue-nnb6o Bonpochbl, NPOKOHCYIbTUPYATECH C
nevallumM Bpavyom pebeHka.

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

MPEOYNPEXXOEHNE/NMPEOOCTEPEXKEHUE: XoT4 1 B pegkux cny4vasx, HO y
HEeKOTOPbIX NALMEHTOB NPUEM OAaHHOI O NIeKapCTBEHHOI O NpenapaTa MoXeT
BbI3blBaTb O4Y€Hb CEpPbe3Hble, a UHOrAa N CMEePTESIbHO ONacHble NO6OoYHbIe

3¢ dekTbl. HemegneHHo cBaXmnTECHh C BpayoM Bawero pebeHka nnm
obpaTuTech 3a MEAULMHCKOWN NnoMoLblo, ecnn y Bawwero pebeHka nmeeTcs
no6o n3 nepeyncneHHbIX HUXXe NPU3HaKkoB NN CUMNTOMOB, KOTOPbIE MOTyT
ObITb CBA3aHbI C O4YEHb THXKeNbIM NO60YHbIM 3P PeKTOM:

o [1lpu3HaKW anneprn4yeckon peakumm, Takme Kak cbifb, KpanuBHuLa, 3y,
NOKpacHeBLLAad N oTe4YyHas KoxXka C BONAbIPAMU U LWeNyLleHNneM, BO3MOXHO
B COYeTaHUN C NNXOPaAKoW, CBUCTALLLee Unun xpunsLiee abixaHue,
CTeCHeHMe B rpyan unv ropne, 3aTpyaHeHHoOe AbiXxaHue, roTaHue Unm peb,
HeoOblYHasa XpPUNIOCTb, OTEYHOCTb B 06nacTu pTa, Nnua, ryo, a3bika unm
ropna.

L4 an/I3HaKI/I HapYLIJeHI/II‘/'I CO CTOPOHbDbI Ne4eHn, Takne Kak noTeMHeHne Mo4n,
yTOMIAE€MOCTb, OTCYTCTBUE anneTmnta, TOWHOTa NJn 6onb B XMnBoTe,
noceeTJ/ieHne Kala, pBoTa, NoXeJiITeHNe KOXWN NN rnas.

e CnyTaHHOCTb CO3HaHUA UK ApYyrne nsMeHeHUs NCUXNYECKOro COCTOAHMS.
¢ Jllo6oe Heob6BbACHMMOE 06pa3oBaHMe KPOBOMOATEKOB UM KPOBOTEYEHNE.

e HapyLieHuns co CTOPOHbI MblLLL, BO3HMKaNN NPUMepHO Yepes 1 Mecsau nocne
NHPY31N. B HEKOTOPbIX ClyYaax 3TV ABNEHNS ObiNn TAXeNbIMA N
npencTaBnanu yrposy ons xXmnsHn. HemepneHHo coobuTte Bpayy, ecnmy
BaLLero pebeHka noaBunock noboe HeoO6bACHNMOE yBeNnYeHne
MblLeYyHon 6onun, 6onesHeHHoCTN unm cnaboctu. K HUM oTHOCATCS
npo6nembl C rNoTaHeM, ofbiLLKa X 3aTPYOHEHNS peYn.
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e CepbesHble npobnembl ¢ cepauem Habnoganuco B Te4eHne oT 24 yacos o
6onee yem 1 roga nocne nHPy3uun. IHorga oHM HOCUNM Y POXKAOLLNIA XXN3HN
xapakTep. HemegneHHO o6paTUTECh K A€ TCKOMY Bpayy Npn NOSBIEHUN Y
pebeHka 60nu B rpyau, oabILLKU NN OTeka.

e [lpn npuMeHeHUn 3TOro npenaparta MOryT BO3HMKaTb MHPY3UOHHbIE
peakunn. 3a BawinM pebeHkom 6ynyT HabnogaTb Ha NpegMeT peakuum Bo
BpeMs BBEAE€HMS 3TOro npenapaTta u B Te4eHne Kak MMHUMYM 3 4acoB nocne
3aBepLieHns uHdysnn. HemegneHHo coobLmTe CBOEMY Bpayy, ecnmy
Ballero pebeHka Taxnukapaus, ydaweHHoe abixaHne, 3aTPpygHEHHoe
ObIXaHne unm BocnaneHmne Hoca. HemegneHHo coobwuTe Bpayy, ecnny
Balwlero pebeHka oTek unm 3ya ryb, Coinb unm KpanuBHMLA, NUXopagka,
O3HOO, NPUAKNBbI, TOLLUHOTA U PBOTA.

KakoBbl HekoTOpbIe gpyrue nob6o4Hble 3PpPeKTbl AaHHOIO
NleKapCTBEHHOro npenapara?

Jlto6o1h nekapCcTBEHHbIN NpenapaTt MoXeT MMeTb Nob6o4yHble 3¢pPpekTbl. OgHako
y MHOIrnx niogen nob6oyHble 3ppekTbl NMbo He3HaunTenbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeOMLNHCKO MOMOLLbIO, ecnin N6 0 N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB HecnokonT Bawero pebeHka, unm ecnm oH He NPOXOANT:

e TowHoTa nnu peBoTa.

e HebonbLion xap.
[laHHBIN CNUCOK BO3MOXHbIX NO6OYHbIX 3 PeKkTOB He ABNAETCS
ncyepnbiBaoLwmm. Ecnu y Bac BO3HUKNM BONPOCHI KAacaTeNlbHO NOB0YHbIX

3¢pPekTOB, 06paTUTECh K Bpayy Bawero pebeHka. lMpokoHcynbTUpynTech C
Bpa4yoM Bawero pebeHka oTHOCUTENbHO NOHBOYHbIX 3¢dPeKTOB.

Bbl MOXKeTe coobLwnTb 0 PasBUTUM NOOOYHbIX 3¢ PeKTOB B HALMOHANbHOE
ynpaerieHne 3apaBOOXPaHeHNs.

Kak ny4yLie Bcero gaBaTb 3TOT IeKapPCTBEHHbIV NpenapaT?

[aBanTe gaHHbIV NpenapaT Bawemy pebeHky B COOTBETCTBUMN C
npegnucaHnammn Bpaya. lNpouynTtanTe BCIO npenocTaBneHHyto Bam
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nupopmaunio. Ctporo cnepgynte BCEM UHCTPYKLUSAM.

e OTOT npenapart BBOOAT I/IHCI)y3I/IOHHO BHYTPUBEHHO HEMNPEePbIBHO B Te4eHne

onpegesieHHoro speMeHNn.

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

e CBsIXXuTtecbc Bpa4oOM Bawero pe6eHKa, YTOObI BbISCHUTb Xo[n AanbHenwmnx

0encTBui.

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

Ecnn Bam Heo6Xx0QMMO XPaHUTb 3TOT NIeKapPCTBEHHbIN NpenapaT OoMa,
Y3HaliTe yCNOBUSA ero XxpaHeHus y Bpaya Bawuero pebeHka, MegcecTpbl Unm
dapmauesTa.

O6wume cBepeHNs O NeKapCcTBEHHbIX NpenapaTax

Ecnn cnmntombl nnu HapyLLueHnsa coCTosHUSA 300poBbs Bawero pebeHka He

YMeHbLUATCA, UNN OTMeYaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

He penutecb nekapcTBoOM Ballero pebeHka c opyrumm n He gaBanTe Ybe-
nnbo nekapcTBO BalleMy pebeHky.

XpaHunTe BCe NekapCcTBeHHbIe NpenapaTbl B 6e3onacHoM MecTe. XpaHuTe
BCe JleKapCTBEHHbIe NpenapaTbl B MecTe, He[OCTYNMHOM ANg feTen n
[0OMALLUHUX XXUBOTHBDIX.

YTunnusnpyrite HEMCNOb30BaHHbIE NIEKAPCTBEHHbIE NpenapaTbl Nn
npenapaTbl C UCTEKLLUUM CPOKOM rogHoCTU. He BbinnBanTe B TyaneT nnu
KaHanmsaumio 6e3 CooTBETCTBYIOLLMNX YKa3aHui. Ecnny Bac ecTb BONpochl
OTHOCUTENIbHO YyTUNN3aLUUKM TeKapPCTBEHHbIX NpenapaTos,
NPOKOHCYNbTUpPYyNTECh ¢ papMaLeBTOM. B BalLieM pervoHe moryT
[0EeNCTBOBaTb NPOrpamMmmbl yTUAN3ALNN IEKAPCTBEHHbIX MPenapaTos.

K HeKkoTopbIM nekapCTBEHHbIM NpenapaTam MOryT NpuaratbCcsa gpyrue
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NHPOPMaLMOHHbIE NUCTKK AN nauneHTa. Ecnuy Bac ectb Bonpochi,
KacaloLwmecs OaHHOr O ieKapCTBEHHOr O NpenapaTta, NPOKOHCYbTUPYNTECh
c Bpa4yoM Bawero pebeHka, MegcecTpon, dapMaueBTOM Ui gpyrum
paboTHUKOM 30paBOOXpPaHEHUS.

e EcnuBbl cunTtaeTe, YTO NpounsoLLNa Nepeno3npPoBKa NpenapaTa,
HeMe[J/1IeHHO NO3BOHNTE B TOKCUKOIOrMYEeCKUI LeHTP nnn obpatutechb 3a
MeaULMNHCKOI NoMoLLblo. byabTe roToBbl COOBLLMTL UM NOKa3aTb, KAKOW
npenapaT Bbl NPUHANN, B KAKOM KONMYECTBE N KOraa 3TO NPOn3oLWIo.

Ncnonb3oBaHne nHipopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

OTa 0606LuleHHasa MHpopMauusa BKITOYaAET KpaTKue CBegeHNs O onarHose,
nevyeHun n/nnu nekapcteeHHoM npenapate. OHa He ABNsAeTCH
BCeob6beMNIoLMM NCTOYHUKOM AaHHbIX U OJKHA UCMOJb30BaTbCA B Ka4YecTBe
WHCTPYMEHTA, NOMOraloLLero nofib3oBaTeio NOHATb 1 (UN) OUEHNTb
noTeHuManbHble BApuaHTbl gnuarHocTukn u nevyenus. OHa HE BknovaeT B cebs
BCIO NHPOPMaALMIO O COCTOAHUAX, METOAAX NleYeHuns, NeKapcTBax, NO60YHbIX
3P dekTax nnm pnckax, Kotopble MOryT OTHOCUTBLCS K KOHKPETHOMY NaLneHTYy.
OHa He gonkKHa CYMTaTbCA MeANLUNHCKOW KOHCYbTauuen nnm sameHom
MeANLMNHCKOI KOHCYNbTauumn, ANarHoCTUKN NN Nle4YeHns, NpenoCcTaBiseMblX
Blpa4OM Ha OCHOBe Bpa4yeObHoro oocneqoBaHnNs N OLEHKN KOHKPETHbIX 1
YHUKANbHbIX 06CTOATENbCTB NauneHTa. lNauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBAaTbLCS C BPAa4YOM ANS Noly4YeHus NonHon nHopmaumm o
CBOEM 3[00POBbe, MEANLIMHCKUX BONPOCAaxX U BapMaHTax fie4eHuns, BKIto4as
nobble pUCKK NN NPenMyLLLeCTBa B OTHOLLEHUN NCMNOJIb30BaHNSA JIeKApPCTB.
[aHHasa nHdopMaLns He ABNAETCSA rapaHTUEN TOro, YTo BMA Ie4eHUs nnu
neKkapCTBEHHbIN NpenapaT 6be3onaceH, 3¢ PpekTnBEH Unn ogodpeH ana nevyeHus
KOHKpeTHbIX nauneHToB. [lpegnpusaTtne UpToDate, Inc. n ero poyepHune
npepnpuUATNA OTKA3blBAOTCA OT NIOObIX FrapaHTUn U o6A3aTenNbCTs,
CBA3aHHbIX C 3TOW NHpOpMaLmen nnu ee ncnonb3oBaHmemM. Micnonb3osaHune
3Tolh UHPopMauum perynupyeTcsa Y CNoBuUsaMn UCMNosb30BaHuA,
npencTaBfieHHbIMU Ha Be6-CTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
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ABTOpCKOE NnpaBo

© UpToDate, Inc. u ee adpPpunupoBaHHbIe KOMNAHUKW U/nu nuueHsnapbl, 2026.

Bce npaBa 3awimuieHobl.

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.

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

Delandistrogene Moxeparvovec - Last updated on July 2,2023
Bce npaBa 3awmweHbl u npuHagnexat Memorial Sloan Kettering Cancer Center

Memorial Sloan Kettering
Cancer Center
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