MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Voretigene Neparvovec

OTOT OOKYMEHT, IpeagocTaBlIeHHbIn Lexicomp®,
COOEPKUT BCIO HEOOXOOAMMYI0 HHHOPMAIIUIO O
IIperapare, BKiI4Yas IoKa3aHusa, CI0Cco0 IIPpUMEHEeHUSI,
1mo004YHbIE 3DPEKTHI U CIIydau, IPU KOTOPBIX
Heo0X0OuMO CBSI3aThCS C BAIlIUM IIOCTABIIUKOM
MEOUIIMHCKUX YCIIYT.

ToproBble HamMeHoBaHusA: CLLUA
Luxturna

Toproeble HaMuMeHOBaHuA: KaHapa
Luxturna

Onsa 4yero Mcnosib3yeTcAa 3TOT JIeKapPCTBEHHbIN
npenapart?

o [IpuMeHsIETCA OJI JIeYeHUSI HEKOTOPBIX HapyLUIeHU N
CO CTOPOHEHI I'J1a3.

Y10 Heobxoaumo coodbwmuTb Bpauy, MPEXXOE YHEM
MOM pebeHOK NpUMeT AaHHbIN JIeKAapPCTBEeHHbIN
npenapart?
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e Ecnu y Balrero pebeHKa ajjIeprus Ha JaHHBIN
Ipernapar, JTI00ble ero COCTaBIAI0INNe, OPYTHe
IIpenapaThl, IIPOAYKTHI IUTAaHUS UJIA BEIlleCTBa.
Coo0O1rTe Bpauy 00 aajepruu u 0 TOM, KaK OHa
IIPOSIBIISAIach y peOeHKa.

e Ecnu y Balmmero pebeHka UHQEKIINS Ila3 UJIu
BOCIIaJIeHue TKaHeM rjas.

e Eciu Bo3pacT pebeHka MeHee 12 mecsiieB. He
ODaBauTe HaHHBLIM JIEKaPCTBEHHBIU IIPelapaTr OeTaAM
Mitanmie 12 Mecsdies.

ITaHHBIN CIIMCOK JIEKApCTB U 3a00jieBaHUuM, KOTOPLIE
MOTYT HeOJIaropusTHO COUYEeTaThC C IIPHEMOM JaHHOTO
IIperiapara, He SIBJISIeTCS NCUYePIILIBAIOIIUM.

[IPOKOHCYIBTUPYUTECH C BPpaYOM UM (papMaIlleBTOM
OTHOCUTEJIbHO BCEX JIEKaPCTBEHHLIX IIPEeIapaTos,
KOTOPEIE IPUHUMAET Balll pe0eHOK (KaK PelelTypPHEIX,
TaK ¥ npuoOpeTaeMbix 0€3 pellenTa, HaTypaJbHbIX
IIpernapaTrax ¥ BUTaMMHAaX), a TaKXKe 0 mpodjieMax C ero
300pPOBbeM. BaM HEOOXOOMMO YOOCTOBEPHUTHCS, UTO
IIPYMEM OJaHHOIO IpelapaTa 0e30IaceH Ipu
3a00JIeBaHUSIX Balllero pebeHkKa U B COYEeTaHUU C
OPYTUMM JIEKaPCTBEHHBIMU IIpernapaTaMu, KOTOPLIE OH
y2Ke npuHuMaeT. He cienyeT HauMHaTh, IpeKpaliaTh
IIPUEM UJIN U3MEHSTh HJO3UPOBKY KaKOTr0-TH00
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JIEKAPCTBEHHOTO IIpeliapaTa, KOTOPLIM IPUHUMAaeT Balll
pebeHoK, 0e3 CorjIacoBaHUsI C BpadyoM.

YTO MHe HeobxoAuMO 3HaTb UM AenaTb, NoOKa MOM
pebeHOK NpMHMMaeT paHHbIM npenapar?

e Co0OIIMTE BCEM MEOUIIMHCKNM PaOOTHHUKAM,
oOecrnmedymnBaIOIIUM MEOUIIMHCKOE 00CITyKNBaHHUE
Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKAPCTBEHHLIN IIperapar. ITO
Bpa4l, MeOCEeCTPH], (papMalleBTEI 1 CTOMATOJIOTH
Bamiero pebeHka.

e Crnegute, 4TOOB PeOEHOK OBIII OCTOPOXKEH BO BPEMSI
3aHATHUM, TPeOYIOIUX YeTKOT0 3PEeHusI.

e [Ipu mpueMe 3TOro Iperapara BO3MOXKHO
OOJITOBPEMEHHOE U3MeHeHne 3peHusa. Eciu y Bac
BO3HHUKHYT BOIIPOCHI, TPOKOHCYILTUPYUTECEH C BpA4YOM.

e Cnengute, 4TOOBI BaIll pebeHOK IPOXOOuil IIPOBEPKY
3peHUs COrJIaCHO YKa3aHUsSIM Bpadya.

e B TeueHNe HEKOTOPOTO BpeMeHH IocJjie IIPUMeHeHN s
3TOTO IIpernapaTa PeOeHOK He [I0JIXKEH JIeTaTh
caMoJIeTOM, IIOOHUMAThCS Ha OOJILIIYIO BEICOTY Ha[
YPOBHEM MOPSI, HEIPSITh C aKBaJIaHTOM MJIM IIJIaBaTh.
Bpaud cooO1muT BaM, Korga peOeHKY 3TO OydeT
pas3pelrneHo.

e [IpuMeHeHUNe JaHHOI'O JIEKapCTBEHHOT O IpernapaTa
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MOXKET BLI3bIBATh YXYOIIEeHUE KaTapaKThl UIIN
IIOBBIIIIATh PUCK €€ BOSHUKHOBEHUS.
[IpPOKOHCYIIBTUPYUTECH C BPAYOM.

e [Ipu mpuMeHEeHUHN 3TOT0 IpelapaTa OH MOXKeT
BLIJIENISITHCSI B CJIE3HYIO XKUOKOCThL. B TeueHue
HEKOTOPOT'0 BpeMeHH MocJjie IIPUMEeHEeHH!s 3TOT0
IIpenapaTa Bbl JOJIXKHBI IIPOSBIISITE 0COOYIO

OCTOPO2KHOCTD IIPH HAJIO2KEHHNHU U CHATHHU IIOBA30K U

oOpallleHuu C OPYTrUMH IpeaMeTaMu, Ha KOTOPhIe

MOT'JIHN IIOIIAaCTh CJIE3HAA 2KUIOKOCTHb U BbIOEJIEHUA U3

Hoca. X cienyeT BEIOpackBaTh C OBITOBLEIMU
OTXOdaMH B 3alledyaTaHHOM I1akeTe. IIpu Hanuuum
BOIIPOCOB IIPOKOHCYJIbTUPYUTECH C BPAYOM.

e [ToroBOpPHUTE CO CBOMM BpadoM, IIpexkae 4yeM Balll
pebeHOoK CTaHeT JOHOPOM KPOBH, OPTraHOB, TKaHeu
1JIH KJIETOK IIOCJIe MOJIy4YeHHs 9TOro IIperapara.

Ecnu Bawa po4b bepeMeHHa nam KOpMuT pebeHka

rpyablo:

e [IPOKOHCYNIBTUPYUTECH C BPAYOM, €CJIM Ballla J0Yb
OepeMeHHa, 3a0epeMeHesia UJIN KOPMUT peOeHKa

rpynobio. Heobxomumo OymeT oOCyauTh IIPEuMYIeCTBa

1 PHUCKMU [JIs Ballled modYepu U ee pebeHKa.

O Kakux nodo4HbIX 3cpPpeKkTax MHe cnepyer

HeMepnJieHHO cooowaThb sevdyallemMmy Bpaydy Mmoero

pebeHka?
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IIPEOYIIPE2KITEHUE/IIPENJOCTEPE2KEHMUME: XoT4
1 B PEeOKUX CIIy4asaX, HO Y HEKOTOPHIX MAIlMEeHTOB IPUEM
OJAaHHOI'O JIEKaPCTBEHHOTO IMpemnapaTa MOXKeT BBEI3LIBATH
O4YeHb CEPhe3HLIE, a UHOTda U CMEPTEJIbHO OIIaCHBIE
1mobouHbIe 3pPekTrl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHka nin oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIBIO, eciid y Bamiero pebeHka nMmeeTcs n000u U3
IIePEeYNCIIEHHBIX HUKE ITPU3HAKOB UJIN CUMIITOMOB,
KOTOPEIE MOTYT OBITH CBSI3aHBI C OYEHb TSIXKEJIbIM
1T000YHBEIM 3 PeKTOM:

e [IpH3HAKM aIIePrudeCcKou peakKIiny, TaK1ue KaK CHIIIb,
KpaIlluBHUIIA, 3y, IIOKPAaCHEBIIAss U OTeYHas KoxXa C
BOJIOLIPSIMH WM IIENIYIIIEeHNEM, BO3MOXKHO B
COYeTaHMWM C IUXOPAOKOM, CBUCTSINEE UIU XPUIIAIIEE
ObIXaHHE, CTECHEHNE B TPYOU UM TOPIJIE,
3aTPyOHEHHOE ObIXaHWe, TJIOTaHue NN Pedb,
HeOOBIYHAasI XPUIJIOCTh, OTEYHOCTh B 00JIaCTH PTa,
nuna, ry0, s3blKa Ui ropia.

e BO3MOXKHEI TsI3KeJlble MHPEKIINN UM UHBIe ITP00JIeMbl
CO CTOPOHEI I'JIa3. 9TO MOXKET IPUBECTH K II0TEepe
3peHusi. HemenneHHo oOpaTUTECh K Bpady, eCJIk Y
Balllero pebeHKa N3MeHHNJIOCh 3peHue, 00T Irjia3a
1JIM OTMEeYaeTCsl CUJIbHOe pa3apaxkeHue ria3. [Ipu
IIOSIBJIEHUU Y peOeHKa HOBBIX CBETOBLIX IISITEH UJIU
BCIBINIEK IIepe] ria3aMi He3aMeoJIuTeIbHO
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oOpaTtuTech K Bpauy peOeHKa.

KakoBbl HeKoTopbie apyrue nobouHsbie achpekTbl
AAHHOrO JleKapCTBEHHOro npenaparta?

JI:0001 TeKapCTBEHHBIM IperapaT MOXKeT UMETh
1mo0ouHbIe 3QPekThl. OTHAKO Y MHOTHUX JII0OOey IOO0YHEIE
3¢ dekTr MO0 He3HAUYUTENbHEIE, TN00 BOOOIIE
OTCYTCTBYIOT. CBSIKUTECH C BpadyoM Barlmero pebeHkKa
11U 00PaTUTECh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JI000H M3 3TUX UJIU APYTUX ITOO0YHEIX 3hGHEKTOB
OecrmokouT Bariero pebeHKka, UM €CJIM OH He IPOXOOUT:

e PasmpaxkeHwue riasa.

ITaHHBIM COIMCOK BO3MOIXKHEIX TOOOYHEIX 3)(PEKTOB HE
SIBJISETCHA UcUepnbiBawiuM. Ecnu y Bac BO3HUKIIHN
BOIIPOCHI KacaTeJIbHO MOOO0YHEIX 3(PEKTOB, 0OpaTUTECH K
Bpauy Baimero pebeHka. IIpOKOHCYJIbTUPYUTECH C
Bpa4yoM Baiiero pebeHka OTHOCUTEJIbHO MOOOYHEIX

3¢ (PeKTOB.

BiI MozkeTe COOOIINUTE O PA3BUTHHU ITOO0YHBIX 3(PEKTOB
B HAaIlMOHAJILHOE yIIpaBJIeHHE 30PaBOOXPaHEHMS.

Kak nyylwue BCero paBaTb 3TOT JIeKAapPCTBEHHbIN
npenapart?

IlaBariTe maHHLIM IpenapaT Bamemy peOeHKY B
COOTBETCTBUH C IIPEeOrnucaHusaMu Bpava. [IpouuTtante
BCIO IIpeaocTaBiieHHy0 Bam nHpopmaluw. CTporo
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CJIEAYUTE BCEM MHCTPYKIIUAM.

e OTOT IIpeiiapaT BBOOAT MHBEKIIMOHHO B I'JIAa3.

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

e CBsXKHTECH C BpadyoM Baimmero pebeHka, 4YTOOHI
BBISICHUTH XOIO DAJIbHEUINTUX NEeUCTBUHA.

Kak MHe XpaHuTb 1 (nnm) BbIOpOCUTDb 3TOT
JileKapCTBEeHHbIA nNpenapart?

e MlHBEKIINS npenapaTa OyOgeT coelaHa peOeHKY B
MEeOUIIMHCKOM y4ypexkaeHuu. Bel He OymeTe XpaHUTD
ero moma.

OO e cBeaeHUusa O JsieKapCTBeHHbIX NpenapaTax

e ECy CUMIITOMEI MJIM HAPYHIEHUS COCTOSHUS 3M0POBbS
Balrero pebeHKa He YMEHBIIAIOTCS, UM OTMEeYaeTCsd
yXyOIlleHne, oOpaTuTech K Bpauy Bamiero pebeHka.

e He menuTtech meKapcTBOM BallleTo pebeHKa C OPYyTrUMU
11 He JaBalTe 4be-Iu00 JIEKapPCTBO BallleMy PeOeHKY.

e XpaHHUTE BCe JIeKapCTBEHHLIE IIpernaparThl B
0e30ImacHOM MecTe. XpaHUTe Bce JTeKapCTBEHHEIEe
IIpenapaThl B MecTe, HeJOCTYIIHOM [JIs JeTeu 1
OOMAIITHUX KHMBOTHBIX.

e YTUIHN3UPYIHTE HEHNCIOJIb30BaHHEIE JIEKAPCTBEHHEIE
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IIpenapaThl UK IpernapaThl C UCTEKIIINM CPOKOM
rogHocTu. He BrIIuBaMTe B TyajleT UM KaHaJIN3allHUIo
0e3 COOTBETCTBYIONIMX YKa3aHUuM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTENIFHO YTUIN3allNH JIEKAPCTBEHHBIX
IIpernapaToB, IIPOKOHCYIbTUPYUTECH C (papMalleBTOM.
B BamieMm permoHe MOT'yT OelMCTBOBATh IIPOrPaMMBbl
YTUIN3AIMU JIeKapCTBEeHHBIX IIpPeIlapaToB.

e K HEKOTOPHIM JIEKAPCTBEHHBIM IIpemapaTtaM MOTYT
IIpuaaraTbCsad Opyrue nHopMaluoHHBIE JINCTKU OIS
nanueHTa. Eciu y Bac ecTh BOIIPOCEHI, KaCarliuecs
OAaHHOTO JIEKapCTBEHHOIO IIpemnapara,
ITPOKOHCYJIbTUPYUTECH C BPA4YOM, MEIICECTPOH,
bapMameBTOM UIN OPYTUM PAaOOTHUKOM
30paBOOXPaHEHUS.

e ECH BB cCUMTAEeTe, YTO MIPOMU3IOIIJia Iepeao3uPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEHTP UJIK OOpaTUTECH 3a
MEeOUITMHCKOM IIOMOIIbLI0. BygbTe roTOBE COOOIINUTD
1JIU II0Ka3aTh, KaKOM IpelaparT Bhl IIPUHSIJINA, B KAKOM
KOJIMYEeCTBE 1 KOTa 3TO IMPOM3IOIIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm noTtpedurtenem m
OrpaHu4YeHune OTBEeTCTBEHHOCTH

9Ta 00001IeHHasa nHPopMalusa BKII04aeT KpaTKHe
CBeJIeHH’s O JuarHo3e, JIeYeHUHU 1U/UJN JeKapCTBEHHOM
npenapaTte. OHa He SIBISIETCS BCEOOBEMITIONINM
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NCTOYHUKOM OAaHHBIX U JOJI2KHA HCIIOJIb30BAThCS B
KadeCTBe HHCTPYMEHTA, IIOMOTaIOIIEro II0JIb30BaTEIII0
IIOHATH U (MJIN) OLIEHUTHh IOTEHIIMAaJIbHbIE BaPHUAHTEI
ouarHocTuku u jedenusi. OHa HE BkirodyaeT B ceds BCIO
MHMOPMAIINIO O COCTOSIHUSX, METOOdaX JIEUEHHH,
JIeKapCcTBaX, IIOO0OYHEIX 3(pdeKTax uianu puckax, KOTOpPhIE
MOTYT OTHOCUTBLCS K KOHKPeTHOMY mamnueHTy. OHa He
OOJI2KHA CYUTAThCS MEOUIIMHCKOM KOHCYJIbTallueu NUu
3aMEeHOM MEeOUIIMHCKOU KOHCYJIbTallu¥, OUarHOCTUKU
NI JIeUEeHU S, TPEeOOoCTaBJIsIeMbIX BPa4OM Ha OCHOBE
Bpa4yeOHOT0o 00CIeoBaHMUs U OIIeHKN KOHKPETHHIX U
YVHUKAJIbHEIX OOCTOSITENILCTB HaleHTa. [1aiieH T
OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauoOM [OJI
IIOJIy4EeHU s IIOJTHOU MH(OPMAaIUM O CBOEM 3[OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeUeHU s, BKII04Yasd
JTI00BIEe PUCKU HUJIM MPEUMYINECTBA B OTHOIIIEHUU

M CIIOJIb30BaHMS JIeKapCcTB. [laHHass nHpopMaliusa He
SIBJISIETCSI TaPaHTUEN TOTO, YTO BU[, JIEYEHUS WUJIU
JIeKapCTBEHHBIN IIpelapaT 0e3omnaceH, ad@eKTUBeH UlIn
OmoOpeH il TeYeHUsI KOHKPETHRIX IallueHTOB.
ITpegnpusartue UpToDate, Inc. u ero gouepuue
IIPEeOnpPUsITHSA OTKA3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIMEeN UIIN €€
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TOM MHPOPMaIUN
perynupyeTrcs YCI0BUSMU MCIIOIb30BaHUS,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIEe
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https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2022-05-24

ABTOpCKOe npaBo
© UpToDate, Inc. u ee appunupoBaHHEIE KOMIIAHUN
u/unu nuieH3uapel, 2024. Bce nipaBa 3allUIlEHHI.

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

Voretigene Neparvovec - Last updated on December 12, 2022
Bce nipaBa 3amuineHbl ¥ nprHaajaexaTt Memorial Sloan Kettering
Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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