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OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Delandistrogene
MoXxeparvovec

OTOT OJOKYMEHT, MPeaoCTaBlIeHHbN Lexicomp®,
COOEPXKUT BCIO HEOOXOOMMYIO HHOOPMAIIHIO O
IIperapare, BKIo4Yas IIoKa3aHus, CIoco0 IIpuMeHeHNsI,
110004YHBIE 3PPEKTHI U CIIydau, IPU KOTOPBIX
HeoOX0OuMO CBSI3aThCSI C BAIIIUM ITOCTABIIHKOM
MEOUIIMHCKUX YCIIYT.

Toprosble HaumMeHoBaHuA: CLLA
Elevidys

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

e [IpenmapaT Ha3HaYaeTCd IOJId JIeUeHU MBIIIeYHOU
npuctpoduu [romenHa (MI).

Y10 HeoOXOAMMO coobWUuTL Bpauy, MPEXXIOAE YHEM

MOMN pebeHOK NpuMeT AAaHHbIN JIeKAPCTBEHHbIN

npenapart?

e Ecnu y Balrero pebeHKa ajjIeprus Ha JaHHBIN

IIpenapar, 1I00ble ero COCTaBISIOIINe, OIPYTUe
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Ipenaparhl, IPOAYKTHI IINTAaHUS UJIN BeIlecTBa.
CooOmmTe Bpady 00 aJlZIEPTUH M O TOM, KaK OHa
ITPOSIBIISAIACh y peOeHKa.

e [Ipu nH(pEKINU Y peOeHKa.
e Ecnu y Bamrero pebeHka 3ab00oeBaHuEe IEYEHMU.

e Ecu Bai pebeHOK IIpoIllesylI TECTUPOBaHNE U BHI
3HAEeTe, YTO y Ballero pebeHKa eCTh Jejlellus B 3K30He
8 unu 9 rera DMD.

e Ecnu Bail peOeHOK IPOIIIen aHalli3 U Bbl 3HAETE, YTO
y Baliero peOeHKa eCcTb aHTHUTeNna K AAV.

IlaHHBINA CIMCOK JIEKAPCTB U 3a00JIeBaHUl, KOTOPHIE
MOT'yT HeOJIaronpusTHO COUYEeTaThCs C IPUEeMOM TaHHOTO
IIperiapara, He SIBJISeTCS HNCYEePIILIBAIOIINM.

[IPOKOHCYNIBbTUPYUTECH C BPpaYOM UIU (papMaleBTOM
OTHOCHUTEJIbHO BCEX JIEKAPCTBEHHLIX IIPEIIapaTos,
KOTOPHBIE IIPUHUMAET Balll pe0eHOK (KaK PEeleNTyPHEIX,
TaK U IpuoOpeTaeMbIx 0e3 pellenTa, HaTypaJbHBIX
IIperapaTax ¥ BUTaMMHAX), a TaKXKe 0 mpobjieMax C ero
300POBEeM. BaM HEOOXOOUMO YOOCTOBEPUTHCS, UTO
IIPpMEM OJaHHOIO IpemapaTa 0e30IaceH Ipu
3a00JIeBaHUSIX Balllero pebeHKa 1 B COUYEeTaHUU C
OPYTHMMU JIEKaPCTBEHHBIMU IIpernapaTaMy, KOTOPLIE OH
y2Ke npuHuMaeT. He cnegyeT HauuHATH, IIPEKPaNIaTh
IIPUEM UM U3MEHATh JO3UPOBKY KAaKOTr0-JTH00
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JIEKAQPCTBEHHOTO IpelapaTa, KOTOPLIM IPUHUMAaET Balll
pebeHoK, 0e3 CcorjiacoBaHUs C BpadyoM.

Y10 MHe He0oOX0AMMO 3HaTb WK AenaTb, NOKa MOM
pebeHOK NpMHMMaeT AaHHbIK NpenapaT?

e CoobOHImTE BCEM MEOUIITMHCKNM PAOOTHUKAM,
o0ecreynBalOIUM MeOUIIMHCKOEe 00CIyKNBaHUE
Bamrero pebeHka, 0 ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKapCTBEHHBIN IIpemnapaT. ITO
Bpadu, MeJICeCTPHI, (papMalleBTELI 1 CTOMATOJIOTH
Bamiero pebeHkKa.

e Crregute 3a TeM, YTOOBI PEOEHOK ITPOXOOUII aHAIU3EI
KPOBU U OpPyrue j1adopaTOPHbIE aHAIN3EL B
COOTBETCTBUMU C YKAa3aHUSIMHU Bpaya.

e Ecnu BO3MOXKHO, yOeOuTeCh, UYTO Ballla BaKIIMHAIINSI
aKTyaJibHA [0 JIeYEeHUS 3TUM IIpernapaToM.

e Jlo 1 11OCIIE 3TOTrO mpernapara OygeT Ha3Ha4daThbCs
CTEPOUIOHLIM ITPpenapaT, HalpUMep NPEeTHU30H, YTOOHI
1n30exkaTh N000YHEIX 3 (PekToB. COOOIINTE Bpady
Balllero pebeHKa, ecjii CTEPOUOHBIN IIpelapaT He
HCIIOJIb3yETCS COTJIaCHO IMOJTyYEeHHBIM UHCTPYKIIHASIM.
[Tpy BOBHMKHOBEHMHM Yy Balllero pebeHKa IPU3HaKOB
MHQPEKIINY HEMEOJIEHHO CBSIXKUTECH C BpadyoM. K HUM
OTHOCSITCS BBEICOKas TeMImepaTypa, 03H0O, O0O/Ib B
ropije, Kalllejib, CBUCTSIIEE ObIXxaHUe, YUXaHue UIN
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HACMODPK.

e [IpMeHeHNe OJaHHOTO IIperapaTa COIIPOBOXKOAIOCH
HapVIIEeHUsIMH CO CTOPOHEI ITedeHU. PUCK HapyIleHus
GYHKIIMYK IeYeHN MOXKeT Bo3pacTaTh, €CJIN y BallleTo
pebeHKa yKe eCcTh 3a00ieBaHus IedyeHu. B
OOJILIIMHCTBE CiIy4daeB 3TOT 3(pPeKT HabdIroaancs B
TedueHue 8 HedeJsb ITocjie IpuMeHeHus OO3kl. [1pu
HaJIMYHK BOIIPOCOB ITPOKOHCYIbTUPYHUTECH C BDAYOM.

e ITocne mpumeMa 3TOTO ImperapaTa OH MOXKET
OOHapy>KMUBATHCA B MO4Ye M CTyJie. BaM Hy>KHO OyOeT
IIPOSIBJISITHE OCOOYIO OCTOPOZKHOCTE B TedueHue 1
MecsiIla II0OCJie TOr0, KakK Balll pe0eHOK MOJIYYHUT 3TOT
rnpenapar. TiraTenbHO BEIMOUTE pyKu. IlomecTtuTe BCe,
Ha 4YeM MO3KeT OBITh MOYa MJIM CTYJI Balllero pebeHKa,
B IMAKeT C 3aCTEeXKKOM U BEIOPOCHTE €TI0 C OBITOBLIMU
oTxomamMu. Eciu y Bac BOSHUKHYT KakKue-Inu0do
BOIIPOCHI, IPOKOHCYJIbTUPYUTECH C JIeYallluM BpadyoM
pebeHKa.

O Kakux nodo4HbIX 3cpPpeKkTax MHe cnepyer
HeMepnJIeHHO coo0LwaTh sleYyawemy Bpavyy Moero
pebeHka?

IHPEOYIIPE2KTEHUE/TIIPEJOCTEPE2KEHHUE: XoTsa
U B peOKUX CIIy4YasaAX, HO Y HEKOTOPHIX ITAllMeHTOB IIpUEeM
OaHHOI'0 JIEKapCTBEHHOTO ITperapaTa MOXKeT BEI3LIBATh
O4YeHb CepPhe3HbIe, a UHOTA U CMEePTEJIbHO OIIaCHBIE
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1mo6ouHbIe 3dPekThl. HeMenneHHO CBIXKUTECh C BpadyOM
Bamiero pebeHka Ui oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIBIO, ecniu Y Bamrero pebeHka nMeeTcs 0001 U3
IIepedYmnCIIeHHBIX HUKe ITPU3HAKOB UJIN CUMIITOMOB,
KOTOPBI€ MOTYT OBLITh CBSI3aHBI C OYEHb TSXKEJIBIM
IT000YHHEIM 3 (PeKTOM:

e IIpr3HaKM anIepruyeckKon peakiny, TaKrue KaK ChIIb,
KpamnuBHUIIA, 3y, IOKPAaCHEBIIIasad U OTe4YHasa Koxa C
BOJIOLIPSIMU UJIM LIEJyIIIeHHeM, BO3MOXKHO B
COYeTaHMWU C JINXOPaaKOHu, CBUCTHIIIEE UIN XPUIISAIee
ObIXaHNEe, CTECHEHNE B I'PyOUN UJIU ropJie,
3aTPYOHEHHOE ObIXxaHue, I'JIOTaHue UJINU Peub,
HeOOBIYHas XPUIJIOCTh, OTEYHOCTHL B 00JIaCTH PTa,
nuia, ryo, ss3bplKa UJIU ropJia.

e [IpH3HaAKM HapPYIIEeHUN CO CTOPOHHI ITIeYeHU, TaKue KaK
IIOTEMHEHNE MOYHM, YTOMJISIEMOCTb, OTCYTCTBUE
aIrmneTHuTa, TOIITHOTA UK 00JIb B 3KMBOTE, IIOCBETJIEHHUE
KaJjla, PBOTA, MOXKeJITeHNEe KOXKHU NJIN T'jia3.

e JI1000e HEOOBSICHUMOE YBEJINYEHNE MEIIIIEYHOU 00,
00JIE3HEHHOCTH MU cilabocTu. K HUM OTHOCSTCS
ITPOOJIEMEI C TJIOTAHHUEM, OIBIIIKA UJIN 3aTPYOHEHUS
peun.

e JI1000e HEOOBSICHNMOE 00pa30BaHue KPOBOMOATEKOB
1JI1 KPOBOTEYEHUE.
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e B TeyeHNe HECKOJIbKUX OHEM M0oCJie UHPY3uU
BO3HMKAJIM OIIpefaeieHHbIe MPOOIeMbl C CEPALIEM.
HemenneHHO oOpaTUTECh K Bpadyy peOeHKa Ipu
IIOsSIBJIEHNHU Yy peOeHKa O00/Iu B TPYON WK OOBIIIKH.

e [Ipu mpuMeHeHUU 3TOTO IMpernapaTa MOI'YT BO3HUKATh
MHPY3HUOHHLIE PeaKIuy. 3a BallluM pefeHKOM OymyT
HaOJII0maTh Ha IIPpegMeT PeakKIui BO BpeMs BBEIeHUS
3TOTr0 IpemnapaTa U B TeueHre KaK MUHUMYM 3 4acCoB
1ocJjie 3aBepiieHusa nHy3unu. HemenineHHO cooOIIUTE
CBOEMY Bpauy, eCJIM y Baliero pebeHka TaxukKapaousi,
ydallleHHOe ObIXaHue, 3aTPyOIHEeHHOe ObIXaHue WU
BOCIIaJiIeHue Hoca. HeMenneHHO cooOMIUTE Bpayvy,
ecyIy y Balero pebeHKa OTeK WX 3yI I'y0, ChIITb WU
KpanuBHUIIA, TUXO0PagKa, 03HOO, IPUINBEI, TOITHOTA
1IN PBOTA.

KakoBbl HeKoTOopble apyrue nodboyHsie s eKTb
OAHHOrO JIeKapCTBEHHOro npenaparta?

JI:00011 TeKapCTBEHHBIM IIpeapaT MOXKeT UMETh
1mo0ouHbIe 3 PekTr. OMHAKO Y MHOTHX JIIOeN TOO0OYHEIE
3¢ deKkTh Tnd0 He3HauYuTeIbHbIe, TN00 BOOOIIe
OTCYTCTBYIOT. CBSIKUTECH C BpadoM Barmero pebeHka
1IN O0OPATUTECHh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JTI0001 M3 3TUX UM OPYTrUX IMO0OO0YHBIX 3(P(HEKTOB
OecriokouT Bariero pedbeHka, UM €CJIM OH He IIPOXOONT:

e TOIIIHOTA UJIX PBOTA.
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e HeOomnpmion xkap.

ITlaHHBIM CIINCOK BO3MOXKHBIX TOOOYHEIX 3(PEKTOB HE
SIBJISIETCS MCUYEepPIIbIBaOIUM. Eciin y Bac BO3HUKIIHU
BOIIPOCHI KacaTeJIbHO MOOOYHEIX 3(PEKTOB, 0OpaTUTECH K
Bpauy Bairero pebeHka. IIpOKOHCYJIbTUPYUTECH C
BpadyoM Bairero pebeHka OTHOCUTEJIbHO MOOOYHEBIX

3¢ PeKTOB.

Brl MOzKeTe COOOIIUTE O PA3BUTHH ITOOOYHBIX 3(pPEKTOB
B HAITMOHAJIbHOE yIIpaBJIeHHE 30PaBOOXPaHEHUS.

Kak sy4yuwie BCcero gaBaThb 3TOT JIEKAPCTBEHHbIN
npenapart?

IlaBaviTe maHHLIM IpemnapaTr Bamemy peOeHKY B
COOTBETCTBUH C IIpeanucaHusaMu Bpada. [IpouuTtanTte
BCIO IIpeaoCTaBiieHHy0 Bam nrHpopmalnwo. CTporo
CJIeOyuTe BCEM MHCTPYKIIHSAM.

e OTOT IIpenapar BBOASAT UHPY3MOHHO BHYTPUBEHHO
HEMPEPLIBHO B TEYEHME OIIPENEeIeHHOTO BpEMEHH.

Y10 penartb, ecnu Mon pebeHOK NponycTUT Npuem
0,03bl JIeKapCTBEHHOro npenaparta?

e CBsIKHTECH C BpadyoM Baimero pebeHka, 4YTOOHI
BBISICHUTH XOIO DAJIbHEUINTUX NEeUCTBUHA.

Kak MHe XpaHuTb 1 (nnm) BbIOpOCUTDb 3TOT
JieKapCTBEHHbIA nNpenaparT?
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e Eciu BaM HEOOXOOMMO XPAHUTh 3TOT JIEKAPCTBEHHBIMN
rpernapar goMa, y3HauTe YCIIOBUA €r0 XpaHEeHUs y
Bpada Balllero pebeHkKa, MeaceCcTphl Ui papMalleBTa.

OO e cBeaeHUusa O JyieKapCTBeHHbIX NpenapaTax

e ECciii CUMIITOMBI UJIM HapPVIIIEHUSI COCTOSIHUS 3T0POBbS
Barero pebeHKa He YMEHBIIAIOTCS, UJIM OTMEeYaeTCs
yXyOmieHue, oOpaTUTech K Bpauy Baiero pebeHkKa.

e He menuTtech 1eKapcTBOM BallleTo pebeHKa C OPYyTrUMU
1 He JaBauTe 4be-Tu00 JIEKapCTBO BallleMy PeOeHKY.

e XpaHHUTE BCe JIeKapCTBEHHLIE IIpernaparThl B
0e30ImacHOM MecTe. XpaHUTe BCe JIeKapCTBEHHEIE
IpernapaTrhkl B MECTEe, HEIOCTYIIHOM [OJIsI IeTeu U
OOMAIITHUX KHMBOTHBIX.

e YTUNTHU3UPYUTE HEUCIIOIL30BaHHBIE TIEKAPCTBEHHEIE
IIpenapaThl UK IpernapaThl C UCTEKIIINM CPOKOM
rogHocTu. He BrIIuBaMTe B TyajleT UM KaHaJIN3allHUIo
0e3 COOTBETCTBYIONIMX YKa3aHUM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTEIBFHO YTUIN3allNH JIEKAPCTBEHHBIX
IIpernapaToB, IIPOKOHCYIbTUPYUTECH C (papMalleBTOM.
B BallteM peruoHe MOTYT OeMCTBOBAThH IIPOTrPaMMEI
YTUJIN3AIIuK JIeKaPCTBEHHBIX IIperapaTos.

e K HEKOTOPEIM JIEKAPCTBEHHBIM IIperaparaM MOT'yT
IIpUIaraThCAa Opyrue nHQPOpMallMOHHBIE TUCTKU OJIA
nanueHTa. Ecnu y Bac ecTh BOIIPOCEHI, Kacarliuecs
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OAHHOI'O JIEKapCTBEHHOTO IIpemnapara,
IIPOKOHCYJIbTUPYUTECH C BpauoM Bamiero pebeHka,
MeacecTpou, ¢papMalleBTOM MJIN APYTUM PaOOTHUKOM
30PaBOOXPaHEHUS.

e ECHi BB cUMTAeTe, UYTO IPOMU3IOIIJIa Iepeao3nPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEHTP UJIK O0paTUTECH 3a
MEeOUITMHCKOM ITOMOIIbLI0. BygbTe roTOBBE COOOIINUTD
1JIU II0Ka3aTh, KaKOM IpelaparT Bhl IIPUHSIINA, B KAKOM
KOJIMYEeCTBE 1 KOTa 3TO IMPOM3IOIIIIO.

Ucnonb3oBaHMe uHcpopMmaumm nortpedurenem um
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 0000mIeHHass nHpOpMaIusI BKIII0OYaeT KPaTKUe
CBeOEeHHs O Juar”Ho3e, JIeYeHUHU /NN JIEKapCTBEHHOM
npemnapare. OHa He SBISIETCS BCeOOBEMITIONINM
HNCTOYHUKOM JAaHHBIX U OOJI2KHA MCIOJIb30BATHCS B
Ka4yeCTBe HHCTPYMEHTAa, IIOMOTaloIIero Iojb30BaTelIio
IIOHSTH U (MJIN) OLIEHUTh MOTEHIIMaJIbHEIE BaPUAHTEI
OUArHoCTuKUu U jedeHusi. OHa HE BkirouaeT B ceOs BCIO
MH(OpPMAINIO O COCTOSHUAX, METOOaX JIeYeHHs,
JIeKapCcTBaX, MOO0YHBIX 3 PeKTax UIN PUCKaxX, KOTOPHIE
MOT'YyT OTHOCUTBLCS K KOHKpPeTHOMY HanueHTy. OHa He
OOJIKHA CYMTATHCS MEOUIIMHCKON KOHCYJIbTallueu UJIu
3aMEHOU MEeOUIIMHCKOU KOHCYJIbTAalluK, OUAarHOCTUKU
HUJIN JIeYeHHs, IPeaoCTaBIsIeMbIX BpadOM Ha OCHOBE

9/11



Bpa4yeOHOTo 00CIeoBaHus U OIIeHKN KOHKPETHHIX U
YVHUKAJIbHEIX OOCTOSITENILCTB HaleHTa. [1aiiieH T
OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauoOM [OJI
IIOJIy4EeHU s IIOJTHOU MH(OPMAaIUM 0 CBOEM 3[OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeYeHU s, BKII04Yasd
JTI00BIe PUCKU HUJIM MPEUMYINECTBA B OTHOIIIEHUU

M CIIOJIb30BaHMSs JIeKapCcTB. [laHHass nHpopMaliusa He
SIBJISIETCSI TaPaHTUEN TOTO, YTO BU[, JIEYEHUS UJIU
JIeKapCTBEHHBIN IIperapaT 0e3omnaceH, ad@eKTUBeH UlIn
OmoOpeH [Jisl TeYeHUsI KOHKPETHRIX IallueHTOB.
ITpeopnpusatue UpToDate, Inc. u ero mouepuue
IIPEeONpPUSITHSA OTKA3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTEeNIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIMe UIN ee
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TOM MHPOPMaIUN
PEryINPYETCs Y CIOBUSIMU MCIIOJIb30BaHUA,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIEe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2024-08-26

ABTOpCKOe npaBo
© UpToDate, Inc. u ee adpPpunupoBaHHEIEe KOMIIAHUN
u/unu nuieH3uapel, 2024. Bce ripaBa 3allUIIEHHI.
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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.

IIOIOMHUTENIbHYIO HH(POPMAIINIO CM. B Halllen

BHUPTYyaJIbHOU OMOIMOTEKE Ha cauTe www.mskcc.org/pe.

Delandistrogene Moxeparvovec - Last updated on July 2, 2023

Bce npaBa 3amuinieHbl ¥ nprHaajaexaTt Memorial Sloan Kettering

Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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