MSK Kids

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

Pariglasgene Brecaparvovec

ITOT BOKYMeHT, npepocTasneHHbin UpToDate® Lexidrug™, copepxuT BCio
HeobxoguMyto NHPopMaumIo O NpenapaTe, BKIOYas NokasaHuns, cnocob
npuMeHeHns, No6o4Hble 3pPeKTbl U cnyyaum, NP KOTOPbIX HeobxoanmMo
CBSI3aTbCS C BalLMM NOCTABLMKOM MEAULMHCKNX YCNYT.

Toprosble HammeHoBaHus: CLLIA

Genglycos >87kg; Genglycos 15 to <21kg; Genglycos 21to <27kg; Genglycos 27
to <33kg; Genglycos 33 to <39kg; Genglycos 39 to <45kg; Genglycos 45 to
<51kg; Genglycos 51 to <57kg; Genglycos 57 to <63kg; Genglycos 63 to <69kg;
Genglycos 69 to <75kg; Genglycos 75 to <81kg; Genglycos 81 to <87kg

[1ns yero ucnonb3yeTcs 3TOT JIeKapPCTBEHHbIN NpenapaT?

¢ [lpnMeHseTCca ANa CHUXKEHUSA CYyTOYHOT O NoTpebneHns KyKypysHoro

KpaxMana, HeobxoauMmoro noaam ¢ 6onesHblo HAKONIEHUS FMUKOreHa Tuna
la (GSD1a).

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

e Ecnn y BaLlero pe6eHKa anneprnd Ha OAHHbIN npenapar, noOble ero
cocCTaBdlowne, gpyrme npenapatbl, NPOAYKTblI MTMTaHUA U BeLLeCTBa.
COO6LIJ,I/ITe Bpa4y 06 anneprnmm o ToOM, Kak OHa npodssianacb y pe6eHKa.

e EcnnyBawero pebeHka umetloTcsa aHTutena Kk AAVS.

e Ecnn y BaLlero pe6eHKa nmeeTcs 3abonesaHue ne4vyeHun, BkJjiro4ad
I/IHCI)eKLl,I/IOHHoe 3aboneBaHne nevyeHn.

e Ecnn B TevyeHme nocnegHero mecaua pe6eHOK npoxoaus BakuynHauuio.
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e EcnuBawa goyb 6epemMeHHa nnm ectb BepoATHOCTb 6epeMeHHocTU. He
[aBaliTe OaHHbI NeKapCTBEeHHbIN NpenapaTt cBoeMy pebeHkKy Bo BpeMs
6epemMeHHOCTN.

,D,aHHbIIZ CnnMCcokK JiekapcCcTte n 3860ﬂeBaHI/II7I, KOTOpble MOTYyT He6ﬂaFOl'IpI/IF|THO
covyeTaTbCd C npneMOoOM AlaHHOTI O npenapaTa, He 4BJideTCA ncyepnbiBalOWNM.

[MpOoKOHCYNbTUPYNTECH C BpayoM nnn dapmaueBTOM OTHOCUTENbHO BCEX
NeKapCTBEHHbIX NpenapaToB, KOTOopbie NpUHMMaeT Baw pebeHok (kak
peuenTypHbIX, Tak N npuobpeTaemMbix 6e3 peuenTa, HaTypanbHbIX NpenapaTax
N BUTAaMUHAX), @ TakXXe o npobnemax c ero s3gopoBbeM. Bam Heobxognmo
yOOCTOBEPUTbCS, YTO NpMeM AaHHOro npenaparta 6e3onaceH npwu
3aboneBaHunax Baluero pebeHka 1 B coueTaHNN C APYrMMU TeKapCTBEHHbIMU
npenapaTamMu, KOTOPbIE OH y)Ke NpuH1UMaeT. He cnegyeT Ha4yMHaTb,
npekpaLlaTb NPNEeM UM U3MEHATb AO03NPOBKY Kakoro-nmbo nekapCTBEHHOr O
npenapaTa, KOTOpPbIN NPUHUMaeT Bawl pebeHok, 6e3 cornacoBaHus C BpayomM.

Y10 MHe Heob6XxoaMMO 3HATb UNU genaTb, NOKa MO
pebeHOK NpUHUMaeT fAaHHbIN NpenapaTt?

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

e CnegunTte 3a TeM, 4TOObI pebeHOK NPOXOANST aHanNn3bl KPOBU N gpyrue
nabopaTopHblie aHanNn3bl B COOTBETCTBUN C YKa3zaHUAMIN BpaYa.

¢ [lpyMeHeHMe OaHHOr O NIeKapCTBEHHOIO NpenapaTa CoONPOBOXAAN0Ch
NOBbILLEHNEM YPOBHS Tpurnnuepuaos. Ecnun y Bawero pebeHka korga-
nn60o o6bHapyXMBanocCb NOBbILLEHNE YPOBHSA TpUrnuuepmnagos, coobwmnte ob
3TOM flevyallemy Bpayy.

e [lpexpe yem penatb pebeHky Kakne-nmbo NpPnBUBKW,
NPOKOHCYNbTUPYNATECH C BpavyoM. [lpnmMmeHeHe HEKOTOPbIX BaKLUUH
napanfienbHO C 3TUM NpenapaToM MOXeT NOBbICUTb PUCK BOSHNKHOBEHUS
NHPEKLNN NN CHN3UTb 3P PEKTUBHOCTb BaKLVHbI.

2/8



e [locne nHdysum aToT NpenapaT MOXET NepepaBaTbCa APYruM Nioasam yepes

6unonormnyeckune XXngKocTun, BKIo4Yas KpoBb, CIIOHY, MOYY, Kan 1 cnepMy.
[MpOKOHCYNbTNPYATECH C BPa4YOM O TOM, Kak NpefoTBpaTUTb Nnepepavy
3TOoro npenaparta gpyrum nopaMm. TuwaTenbHO MONTE PYKU U Y TUNU3UPYIATE
BCe NpeaMeThbl, KOTOpble CONpPMKacanncb ¢ 6GONOrNYeckUMm XNpKoCTamMu,
COOTBETCTBMUU C NOJIy4E€HHbIMU YKa3aHUSMU. DTU Mepbl Heob6xoanMMo
cobniofaTh B TeveHue 3 MecsaLeB Nocne nonyvyeHns pebeHkom aToro
npenaparTa.

e EcTb BEPOATHOCTDb, YTO 3TOT NpenapaT MOXeT NOBbILLATb PUCK
obpasoBaHusa onyxonu. Ecnuy Bac BO3HMKHYT BONPOChHI, 3apaniTe nx Bpayy.

e Baw pebeHok He goNKeH CTaHOBUTbLCSA AOHOPOM CNepPMbl Kak MUHUMYM 6
MecsiLeB Nocrie NoJly4YeHus 3TOro npenaparTa.

Ecnn Baw pebeHok BegeT nnv MoXeT BeCTU NOJIOBYIO XXU3Hb:

e EcnuBawa goyb MoxeT 3abepemMeHeTb, el HeO6XOANMMO NCNONb30BaTb
NPOTMBO3a4YaTOYHbIE CPeAcTBa Kak MMHMMYM 12 MecsiueB nocre NoNy4YeHuns
BalLlell foyepblo 3Toro npenaparta. Ecnn Bawa goyb 3abepemeHeer,
HeMepieHHO obpaTnTech K Bpayy.

e Ecnnnonoeas napTHepLua Bawlero pebeHka MoXeT 3abepeMeHeTb, UM
Heob6XoaMMO NCNONb30BaTb NPOTMBO3a4YaTOUYHble CPeacTBa B TedeHne 6
MecsiLeB Nocre Nosly4YeHns BaluM pebeHKoM 3Toro npenapaTta. Ecnn
napTHepLua Bawero pebeHka 3abepemeHeeT, HeMefaieHHO ob6paTUTeECh K

Bpauy.
Ecnu Bawa po4b kopmunt pebeHka rpyablo:

e CoobwuTe Bpayy, ecnu Bawa goyb kopmut pebeHka rpynbio. Bam
Heo6xoaMMo 6yneT NPOKOHCYbTUPOBATLCA O BO3MOXHbIX PUCKax ans
pebeHka.

O kaknx no6o4HbIX 3pPpekTax MHe cnenyeT HeEMeJIeHHO
coobuiaTb nevyawieMy Bpady moero pebeHka?

MPEOYNPEXXOEHNE/NMPEOOCTEPEXXEHUE: XoT4 1 B pegkux cny4vasx, HO y
HEKOTOpPbIX NALNEHTOB NPUEM OAaHHOI O NIEKAPCTBEHHOr O NpenapaTta MoXeT

B
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BbI3blBaTb O4Y€Hb CEpPbe3Hble, a UHOrAa N CMEePTESIbHO ONacHble NO6OoYHbIe

3¢ dekTbl. HemegneHHo cBaXxmnTeCh C BpayoM Bawero pebeHka nnm
obpaTnTech 3a MegMUNHCKON NoMoLLblo, ecnn y Bawero pebeHka nmeercs
no6o n3 nepeyncneHHbIX HUXXe NPU3HaKkoB NN CUMNTOMOB, KOTOPbIe MOTyT
ObITb CBA3aHbI C O4YEHb TAXeNbIM NO60YHbIM 3P PeKTOM:

o [1lpu3HaKW anneprn4yeckon peakumm, Takme Kak cbifb, KpanuBHuLa, 3y,
NOKpacHeBLLAad N oTe4YyHas KoxXka C BONAbIPAMU U LWefyLleHNneM, BO3MOXHO
B COYeTaHUN C NNXOPaAKoN, CBUCTSALLLEe UNn Xpunsuiee gbixaHue,
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 H8pYLIJ€HI/II7I CO CTOPOHbDbI Ne4eHn, Takne Kak noTeMHeHne Mo4n,
yTOMIAE€MOCTb, OTCYTCTBUE anneTmnta, TOWHOTa NJ1n 6onbB XMBoTe,
noceeTJ/ieHne Kala, pBoTa, NoXeJITeHNe KOXN NN rnas.

L4 an/I3HaKI/I HapyLweHnd CIDYHKLI,I/II/I Hagno4Ye4vyHMKoB, Harnpmnmep CuJjibHad
TOWHOTa nnn peBoTa, CUJIibHOE€ roJIOBOKpYy>XXeHne nnn notepd CO3HaHnA,
MblLLIeéYHaA Cﬂa6OCTb, 4yBCTBO CUNbHOW yTomnaemocCctTin, naMeHeHn4d
HaCTpoOoeHnd, CHOXKeHne anneTtTnta win notep4d eeca.

¢ [lpn3Haku cmHgpoma KyLwinHra, Hanprumep yBenn4veHne Macchbl Tena B
BepPXHeW YaCcTn CNUHbI UV XXUBOTA, NyHOOBpasHoe Nnuo, CUilbHas roflIoBHas
60nb NN MeaneHHoe 3aXXNBeHMe.

¢ [lpn3HaKM NOBbILLEHHOr O COAepPXXaHUsA caxapa B KPOBU, Takme Kak
CMYyTAHHOCTb MbILUIEHUS, COHNTIMBOCTb, HEOObIYHOE YYBCTBO XaXnabl 1
ronopa, yyallleHHoe MoYencnyckaHue, rmnepemus, y4alleHHoe gbixaHue, a
TakXke PPyKTOBbINV 3anax N3o pra.

¢ [Mpu npuMeHeHUN 3TOro NpenapaTa Habnoganock pasenuTe NHPY3NOHHbIX
peakuunin. MHorpga oHu 6biBaloT TAXenbiMn. HeMegneHHo coobwnTte Bpavy,
ecnuny Bawero pebeHka BO3HUKHYT CUMNTOMbI MOBbILLEHHOI O NN
NOHMXXEHHOr O KPOBSAHOI O AaBJIeHNS, Takne Kak rofnoBHas 6onb,
rofIOBOKpPY>XeHne, o6MopoK uUnm HapyLueHus 3peHuns. HemegneHHo
coobLunTe Bpayy, ecnv BO BpeMs BBeOEHUSA 3TOro npenapaTa y pebeHka
BO3HUKHYT BblCOKas TeMnepaTypa, 03HOO, runepemunsa, rpunnonogobHbie
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CMMNTOMBDI, 3aTpyAaHeHHOe ObiXaHne, 4yBCTBO CTECHEHUA B rpyan, TOLWHOTA,
pBOTa, 60/b B XXUBOTE UNun nobble apyrmne HexxkenaTtesibHble peakunun.

KakoBbl HekOoTOpble apyrue no6o4Hble 3¢pPeKTbl AaHHOIO
NleKapCTBEHHOro npenapaTa?

INMio6o1i nekapCcTBEHHbIN NpenapaTt MoXeT UMeTb No6oYHble 3¢pdekTbl. OgHako
y MHOIrnx niogen nob6oyHble 3ppekTbl NMbo He3HaunTenbHble, NM60 BoOOLLE
oTcyTcTBYIOT. CBAXUTECH C BPpayoM Ballero pebeHka nnm obpaturech 3a
MeOMLNHCKO MOMOLLbIO, eCnn N6 0o N3 3TNX NN [PYrnx NO6OYHbIX
3¢pPekToB HecnokonT Bawero pebeHka, unm ecnm oH He NPOXOANT:

e Yrpu.
e 3anop.

e [1lpy NpMeHeHNN 3TOro npenapaTa YacTo OTMeYalOT FOJIOBHYIO 6GOJb U
TowHOTY. OgHaKO ecnu 3T CUMNTOMbI BO3HUKAIOT BO BpeMsl UHPY31K, OHU
MOryT 6bITb NposiBNneHnem nHdysnoHHom peakuymmn. CoobLumTte Bpayy, ecnu
BO BpeMsi BBeleHUS 3TOro npenapara y Bawlero pebeHka BO3HNKHYT
ronoBHast 60nb NN TOLLIHOTA.

[laHHbI CNMCOK BO3MOXHbIX NOOOYHbIX 3¢ PeKkTOB He ABNsAeTCH
ncyepnbiBaoLw M. Ecnu y Bac BO3HUKNM BONPOCHI KAacaTeNlbHO NOB0YHbIX
3¢pPekTOB, 06paTUTECh K Bpayy Bawero pebeHka. lMpokoHcynbTUpynTech C
Bpa4yoM Bawero pebeHka oTHOcnTeNbHO NOH6OYHbIX 3¢dPeKTOB.

Bbl MOXKeTe coobLwnTb 0 PasBUTUM NOOOYHbIX 3P PeKTOB B HALMOHANbHOE
ynpasiieHne 3apaBOOXPaHeHNs.

Kak ny4yLie Bcero gaBaTb 3TOT IeKapPCTBEHHbIV NpenapaT?

[aBariTe gaHHbIN NpenapaT Bawemy pebeHky B COOTBETCTBUN C
npegnucaHnaMm Bpaya. lNpouynTtanTe BCIO npenocTaBneHHyto Bam
nHpopmaumio. CTporo cnegymnte BCEM UHCTPYKLMNAM.

e OTOT npenapart BBOOAT I/IHCI)y3I/IOHHO BHYTPUBEHHO HENPEepPbIBHO B Te4eHne
onpegesieHHoro speMeHNn.

e BMecTe c paHHbIM J1eKapCTBEeHHbIM rnpenapaTtom 6y,IJ,YT Ha3Ha4aTbCd gpyrmne
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npenapaTbl AN npegoTBpaLleHnsa No6oYHbIX 3P PeKTOoB.

Yto penatb, ecnm Mo pebeHoK NponycTUT NprUeM Ao3bl
NleKapCTBEHHOro npenapaTa?

e CBsxuTtechb c BpayoM Bawero pebeHka, YTo6bl BbISCHUTb XO4 AallbHEeALLNX
O0EencTBUN.

Kak MHe xpaHuTb 1 (Mnn) BbIBPOCUTL 3TOT JIEKAPCTBEHHDIN
npenapar?

e EcnmBaM Heo6xo0OMMO XpPaHUTb 3TOT NIeKapPCTBEHHbIN NpenapaT 4oMa,
y3HalTe YCNOBUSA €ro XpaHeHUs y Bpaya Ballero pebeHka, MegcecTpbl Unu
$dapmauesTa.

O6wume cBegeHMs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cumnToMbl nn HapyLleHNsa COCTOAHUA 300p0Bbs Bawero pebeHka He
YMeHbLUaTCA, U OTMeYvaeTcs yxyaweHue, obpatutechb k Bpady Bawero
pebeHka.

e He penutecb nekapcTBOM Ballero pebeHka c opyrumMm n He aBaliTe Ybe-
nnbo nekapcTBO BalleMy pebeHky.

e XpaHunTe BCe NIeKapCTBEHHbIE NpenapaThbl B 6be3onacHOM MecTe. XpaHute
BCe NIeKapCTBEeHHble NpenapaTbl B MecTe, HeOOCTYNHOM /19 AeTen n
OOMALLUHNX XNBOTHbIX.

e YTUnnsnpymnTte HemcnoJsib3oBaHHble JIeKapCTBEHHbIE NpenapaTbl Un
npenapaTtbl C UCTEKLLMM CPOKOM rofHOCTU. He BbinnBanTe B TyaneT unm
KaHanm3auumio 6e3 cooTBeTCTBYIOLLMUX YKa3aHui. Ecnny Bac ecTb Bonpochl
OTHOCUTENIbHO YTUNN3aLMKN NeKapCTBEHHbIX NPenapaTos.,
NPOKOHCYNbTNPYNTECh C papmaLeBTOM. B BaleM pervoHe MmoryT
0EeNCTBOBATb NPOrpamMMbl yTUNN3aLNN NNIEKAPCTBEHHbIX NpenapaTos.

¢ KHeKOTOpbIM NlekapCTBEHHbIM NpenapaTtaM MOryT Npunaratbca gpyrmne
NHPOPMaLUMNOHHbIE NUCTKK NS nauneHTa. Ecnu y Bac ectb Bonpochl,
KacaloLmecs 0aHHOr o NIeKapCTBEHHOI O NpenapaTa, NPOKOHCYNbTUPYNTECH
c BpayoM Bawuero pebeHka, MeacecTtpoli, dapmaueBToM Unm gpyrmum

6/8



PabOTHMKOM 30PaBOOXPAHEHUS.

e EcnuBbl cuntaeTe, YTO NpounsoLLNa Nepeno3npPoBKa NpenapaTa,
HeMe[J/1IeHHO NO3BOHNTE B TOKCUKOIOrMYeCKU LeHTP nnn obpatutechb 3a
MeaULMHCKO NoMoLlblo. byabTe roToBbl COOBLLMTL UM NOKa3aTb, KAKOW
npenapaT Bbl NPUHANN, B KAKOM KONMYECTBE N KOraa 3TO NPOnN3oLWIo.

Ncnonb3oBaHne nHipopmaumm notpebutenem u
orpaHuyeHne oTBETCTBEHHOCTMU

OTa 0606LuleHHasa MHpopMauus BKITOYaAEeT KpaTKue CBeeHNs O onarHose,
neyvyeHun n/nnu nekapcteeHHoM npenapate. OHa He ABNsAeTCH
BCeo6beMMIoL MM NCTOYHUKOM AaHHbIX U OJKHA UCMOJb30BaTbCA B Ka4yecTBe
WHCTPYMEHTAa, NOMOraloLLero nofib3oBaTeso NOHATb 1 (UN) OUEHNTb
noTeHUManbHble BapuaHTbl gnuarHocTukn u nevyenus. OHa HE BknovaeT B cebs
BCIO NHPOPMALMIO O COCTOAHUAX, METOAAX NleYeHuns, NeKapcTBax, NO60YHbIX
3P dekTax nnm pnckax, Kotopblie MOryT OTHOCUTBLCS K KOHKPETHOMY NaLlNeHTYy.
OHa He gonkKHa CYMTaTbCA MeANLUNHCKOW KOHCYbTauuen nnm sameHom
MeANLMNHCKO KOHCYNbTauumn, ANarHoCTUKN NN Nle4YeHns, NpenoCcTaBiseMblX
Bpa4OM Ha OCHOBe Bpa4yeObHoro oocneqoBaHnNs N OLEeHKN KOHKPETHbIX 1
YHUKANbHbIX 06CTOATENbCTB NauneHTa. NauneHTbl 4OMKHbI
NPOKOHCYNbTNPOBAaTbLCS C BPAa4YOM ANS Noly4YeHus NonHon nidopmaumm o
CBOEM 3[00POBbe, MEANLIMHCKUX BONPOCAaxX U BapuaHTax fie4eHuns, BKIovas
nobble pUCKU NN NPenMyLLLeCTBa B OTHOLLEHUN NCMNOJIb30BaHUSA JIeKApPCTB.
[aHHasa nHdopMaLns He ABNAETCSA rapaHTUEN TOro, YTo BMA IeYeHUs nnu
neKkapCTBEHHbIN NpenapaT 6be3onaceH, 3¢ PpekTnBEH Unn ogodpeH ana nevyeHus
KOHKpeTHbIX nauneHToB. [pegnpusaTtne UpToDate, Inc. n ero poyepHune
npepnpuUATNA OTKA3bliBaAOTCA OT NIOObIX FrapaHTUn U 06A3aTenNbCTs,
CBA3aHHbIX C 3TOW NHpOopMaLmen nnm ee ncnonb3oBaHmem. Micnonb3osaHune
3Tol uHPopMauum perynupyeTcsa Y CnoBuUsaMn UCNosib3oBaHuS,
npencTaBfieHHbIMU Ha Be6-CcTpaHuue
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2026-08-27

ABTOpCKOEe nNpaBo
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© UpToDate, Inc. n ee abpunnpoBaHHbie KoMnaHum n/vnn nuueHsuapol, 2026.
Bce npaBa 3awiunuieHobl.

Ecnny Bac ecTb BONPOCHI NAn onaceHuns, N0O3BOHNTE CBOEMY
MeauUNHCKOMY coTpyaHuKy. CneunanncT Bawlemn nevawliern KoOMaHabl
OTBETUT Ha 3BOHOK C NoHepaenbHnka no natHmyy ¢ 9:00 no 17:00 B gpyroe
BpeMs Bbl MOXKeTe OCTaBUTb COOBLLIEHME U NOTOBOPUTL C APYrM
Bpa4yoM ueHTpa MSK. Bbl Bcerga Mmoxkete CBA3aTbCs C AeXYPHbIM BPa4oM
unu Mmegcectpoin/menbpaTtoM. Ecnu Bbl He 3HaeTe, Kak CBA3aTbCA CO CBOUM
MeAVUUVNHCKNM COTPYOAHNKOM, NO3BOHNTE No HoMmepy 212-639-2000.

OononHuTenbHyo NHPOpPMaLMIO CM. B HaLLen BUPTyanbHon 6GubnmuoTteke Ha
cante www.mskcc.org/pe.

Pariglasgene Brecaparvovec - Last updated on September 17,2026
Bce npaBa 3awmweHbl u npuHagnexat Memorial Sloan Kettering Cancer Center

Memorial Sloan Kettering
Cancer Center
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