MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI OJ14 NMALUNEHTOB U
YXAXUBAKOLWNX 3A HUMK TN

Pariglasgene Brecaparvovec

IDTOT OOKYMeHT, npepocTtasneHHbin UpToDate® Lexidrug™,
COOEPXUT BClO Heobxoanmyio NHPopPMaUMIo O Npenapare,
BKJ1l04as NOKasaHus, cnocob npnMmeHeHUs, NnoboYHble

3¢ deKTbl U cnyyan, Npu KOTOPbIX HeobXxoaMMo CBA3aTbCH
C BalLUMM NOCTaBLLUMNKOM MEeAULIMHCKNX YCNYT.

Toprosble HanmeHoBaHus: CLLIA

Genglycos >87kg; Genglycos 15 to <21kg; Genglycos 21 to
<27kg; Genglycos 27 to <33kg; Genglycos 33 to <39kg;
Genglycos 39 to <45kg; Genglycos 45 to <51kg; Genglycos
51to <57kg; Genglycos 57 to <63kg; Genglycos 63 to
<69kg; Genglycos 69 to <75kg; Genglycos 75 to <8lkg;
Genglycos 81to <87kg

[1ns yero ncnonb3yeTcs 3TOT JIeKapPCTBEHHbIV NpenapaT?

e [MpuMeHsaeTCa AN CHMXEeHUs CyToOYHOro notpebneHus
KYKYPY3HOro Kpaxmana, Heobxoanmoro niogsam c
6one3Hblo HakonneHusa rnukoreHa Tuna la (GSD1a).

Y10 Heobxoagnmo coobwmnTb Bpauy, NPEXKAE YEM mon
pebeHOK NpMeT AaHHbIN IeKapPCTBEHHbIN NpenapaTt?
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e Ecnny Bawero pebeHka anneprnsa Ha gaHHbIA Npenapar,
nobble ero coctaenswLme, opyrue npenapaThl,
npoayKTbl NUTaHusa nnn sewectea. CoobmTe Bpavy 06
annepruv n o ToM, Kak oHa nposenganacb y pebeHka.

e Ecnny Bawero pebeHka nmetotcsa aHtutena Kk AAVS.

e Ecnny Bawero pebeHka umMeeTcsa 3aboneBaHne nevyeHu,
BK/loYasa NHPeKUMOHHOe 3aboneBaHne nevyeHu.

e Ecnn B TeyeHne nocnegHero mecsaua pe6eH0|< npoxogamn
BakKumHaLUUIoO.

e Ecnu Bawa poyb 6epemMeHHa nnm ecTb BEPOSATHOCTb
6epemMeHHOCTU. He paBanTe paHHbIN NeKapPCTBEHHbIN
npenapat cBoeMy pebeHky Bo Bpemsa bepeMeHHOCTN.

[laHHbI cNNCcoK fiekapcTB 1 3aboneBannii, KOTOpbie MOryT
HebnaronpmMATHO coYeTaTbCs C NPUEMOM AAHHOIO
npenapaTa, He ABF9eTCs ncyepnbiBatoL M.

[MpOKOHCYNbTUPYATECH C BPpa4YOM nnu papmMaulesTom
OTHOCUTESNIbHO BCEX JIeKAaPCTBEHHbIX NPenapaTos.,
KOTOpble NPMHMUMaeT Bawl pebeHokK (Kak peuenTypHbIX, Tak
n npnobpeTtaembix 6e3 peuenTa, HaTypPasbHbIX
npenapaTtax U BUTaMUHax), a Takxe o npobnemax c ero
3popoBbeM. BaM Heo6xoamMmMo yaoCcToBepUTbHCS, YTO
npuem gaHHoro npenaparta 6esonaceH npu 3aboneBaHnax
BalLlero pebeHka 1 B cOMeTaHNN C APYruMun
NeKapCTBEHHbIMU NpenapaTamMu, KOTOpPble OH yXe
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npuHuMaeT. He cnepyeTt HaunHaTb, NpekpawaTb Npuem
NN U3MEHATb 003UPOBKY Kakoro-nmbo nekapCcTBeHHOro
npenapaTa, KOTOPbIN NPUHUMaeET Ball pebeHok, 6e3
COrflacoBaHNSA C BPA4OM.

Y10 MHe Heo6XxOoaMMO 3HaTb UK AenaTb, MOKa MOMN
pebeHOoK NPMHMMaeT AaHHbIV NpenapaTt?

e CoobLwnTe BCEM MEAULMHCKUM paboTHUKaM,
obecneymBalOLLM MeaAuLUnHCKoe obcnyXnBaHme
Bawero pebeHka, o ToM, 4To Baw pebeHoK npuHMMaeT
3TOT JIeKapPCTBEHHbIV NpenapaT. DTO Bpayu,
MeacecTpbl, papmaueBTbl U cTOMaTonorn Bawero
pebeHka.

e Cnepnte 3a 1eM, 4Tobbl pebeHOoK Npoxoaunn aHann3bl
KpOoBU 1 apyrue nabopatopHbie aHaNn3bl B
COOTBETCTBUM C YKa3aHNAMU Bpaya.

¢ [pMeHeHNe AaHHOI O NIeKapPCTBEHHOr O NpenapaTa
CONPOBOXAaNnoCh NOBbILUEHNEM YPOBHS
Tpurnuuepupos. Ecnny Bawero pebeHka korga-nmbo
O0OHapy>XnBanocCb NOBbILLEHNE YPOBHS TPUrNULepnaos,
coobwunte 06 3TOM nevawleMy Bpaudy.

e [Mpexpne 4yem penatb pebeHKy Kakne-nnbo NpPnBMBKMN,
NPOKOHCYbTUPYNTECH C BpavoM. [lpumeHeHne
HEKOTOPbIX BaKLUVH NapanienbHo C 3TUM NpenapaTtoMm
MOXKeT NOBbICUTb PUCK BOSHUKHOBEHUSA NHPEKLNN UNn
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CHN3UTb 3PPEKTNBHOCTbL BAKLHbI.

e [locne NHPy3nmM 3TOT NpenapaT MOXeT NepenaBaTbCs
OPYruMm nogam yepes bruonormnyeckme XnMaKocTu,
BKJ1lOYas KPOBb, CMIOHY, MOYY, Kan 1 cnepmMmy.
[MPOKOHCYNbTNPYNTECH C BPAa4YOM O TOM, KaK
npenoTBpaTUTb Nepenadvy 3Toro npenaparTta gpyrmum
nogaMm. TwatenbHO MONTE PYKU N YTUIN3UPYUTE BCE
npeanmMeTbl, KOTOPbIe conpuKacanuchb C
Oronorn4YeckumMmn XngKkocTamMm, B COOTBETCTBUN C
NOJSIYYEHHbIMUN YKa3aHUaMUN. DTU Mepbl He0O6xognMMo
cobniogaTb B TeyeHne 3 MecsaueB NOCIie NoyvyeHus
pebeHKOM 3TOoro npenapara.

e ECTb BEPOATHOCTD, YTO 3TOT NpenapaT MoXeT
NnoBbILLATb puUck ob6pasoBaHua onyxonu. Ecnny Bac
BO3HUKHYT BOMPOCHI, 3a0aNTe Nx Bpayy.

e Baw pebeHOK He ooMKeH CTAHOBNTbLCS A OHOPOM
cnepMbl Kak MUHUMYM 6 MecsiLLeB Noc/e NoJly4eHuns
3TOro npenapara.

Ecnu Baw pebeHok BegeT unu moxeT BeCTU NOJTIOBYIO
>XU3Hb:

e Ecnu Bawa po4b MoxeT 3abepeMeHeTb, el Heobxognmo
NCNONb30BaThb MNPOTMBO3a4aTO4YHble CPeaACcTBa Kak
MUHUMYM 12 MecsiueB Noce Nofly4eHNs Ballen go4epbio
3Toro npenapaTta. Ecnu Bawa poyb 3abepemeHeer,
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HeMeaneHHO obpaTunTech K Bpayy.

e Ecnunonoeas napTHepLla Ballero pedbeHka MoxeT
3abepemeHeTb, UM He0H6X0AMMO UCNOJIb30BaTh
NpoTMBO3a4YaTo4Hble CPeacTBa B TeyeHue 6 MecsueB
nocne nony4vyeHus samm pebeHKoM aToro npenapara.
Ecnu napTHepLa Bawero pebeHka 3abepemMeHeer,
HeMeaneHHO obpaTunTech K Bpauy.

Ecnun Bawa poyb kopmunt pebeHka rpyapblo:

e CoobwunTe Bpayy, ecnm Bawa po4vb kopmunt pebeHka
rpyobto. Bam Heobxopgnumo 6ypeTt
NPOKOHCYIbTUPOBATbCA O BO3MOXHbIX PUCKaX O/
pebeHka.

O kaknx no6o4HbIX 3¢pPpekTax MHe cnepyeT HEMeJIeHHO
coobuiaTb nevyawieMy Bpady moero pebeHka?

MPEOYNPEXAOEHWNE/MPEOOCTEPEXEHWUE: XoTtaue
pPenkKunx cny4vasx, Ho y HEKOTOPbIX NaUMEHTOB NPUEM
[OAHHOr O JieKapCTBEHHOr O NpenapaTa MOXeT Bbi3blBaTb
O4YeHb Cepbe3Hble, a UHOrOa U CMepPTesNlbHO ONnacHble
nob6oy4Hble 3¢ PekTbl. HemepneHHO cBAXNTECH C Bpa4OM
Bawero pebeHka unn obpatutecb 3a MEAULIMHCKOWN
nomoLubto, ecnn y Bawero pebeHka nmeetcsa niobon ns
NepeYvYnCcrieHHbIX HUXXe MPU3HAKOB NN CUMIMTOMOB,
KOTOpPble MOryT ObITb CBA3aHbl C O4YeHb TAXEJbIM
no6o4HbIM 3P PeKkTOoM:
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[Mpu3Hakn anneprmnyeckon peakumnm, Takme Kak cbirb,
KpanneBHMUA, 3y, NOKPACHEBLLAA N OTeYHas KoxXa C
BONAbIPSAMUN UK LLeNyLWeHNEeM, BO3MOXHO B COYeTaHNN
C NINXOpaaKou, CBUCTSLLLee UNu Xxpunsiiee abixaHue,
CTeCHeHue B rpygu nnu ropne, 3aTpyagHeHHoe AbixaHue,
rnoTaHne Unn peydb, HeobblYHAA XPUNIIOCTb, OTEYHOCTb
B obnacTu pTta, nnua, ryb, a3bika nnv ropna.

[Mpur3HaKM HapyLLEHNI CO CTOPOHbI NeYeHu, Takmne Kak
NOTEMHEHME MOYU, YTOMIISEMOCTb, OTCYTCTBUE
anneTuTa, TOWHOTa nnu 605b B XXMBOTE, MNOCBET/IeHNEe
Kana, pBoTa, NoXenTeHne KOXW Nin rnas.

[Mpun3Haku HapyLweHna GYHKUMN HaaNno4Ye4YHNKOB,
HanpuMep cunbHas TOLLWHOTA UM PBOTA, CUJIbHOE
rONTOBOKPY>XEHNE NN NOTepPs CO3HaAHUSA, MblLLeYHas
cnabocCTb, YyBCTBO CUIbHOI YTOMNAEMOCTU, U3SMEHEHUS
HaCTPOEHNS, CHMXKEeHNe anneTnTa uim noTeps Beca.

[Mpn3Hakn cuHagpoma KyLwnHra, Hanpumep ysennyeHme
MacCCbl Tea B BepPXHEeN YaCTn CNUHbI NN XXNBOTA,
nyHoobpas3Hoe Nnuo, cunbHas rofnoBHasa 6onb nnu
Me[slIeHHOEe 3aXNBEeHMe.

[pr3HaKkn NOBbILLEHHOr O CoAepPIKaHUsa caxapa B KpoBu,
Takune Kak CNyTaHHOCTb MbILUJIEHNSA, COHIINBOCTD,
Heobbl4YHOE YYBCTBO XaXkabl U rofoga, yYyalleHHoe
Mo4euncnyckaHue, runepemms, y4yalleHHoe ablxaHue, a
TaKke PPYKTOBbIN 3anax n3o pTa.
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e [Mpn NpuMeHeHN 3TOro Npenaparta Habnoganocb
pa3BuTUE NHPY3NOHHbIX peakunii. IHorga oHn 6biBatoT
TaxenbiMu. HeMepneHHo coobwnTe Bpavy, ecnmy
Ballero pebeHka BO3HUKHYT CMMNTOMbI NOBbILLEHHOIO
NN NOHNXXEHHOI O KPOBSAHOTI O AaBNEeHNs, Takme Kak
ronosHas 605b, rOJIOBOKpPYXXeHne, o6MopoK nnu
HapyLleHns 3peHna. HemegneHHo coobwmTe Bpauyy,
eC/lv BO BpeMsl BBeleHUs 3TOro npenapaTay pebeHka
BO3HMKHYT BbICOKasi TemnepaTypa, 03HO0, runepemus,
rpunnonono6bHble CMMMNTOMbI, 3aTPYAHEHHOE [blXaHue,
4YyBCTBO CTE€CHEHMNS B rpyau, TOLLHOTA, pBOTa, 60/b B
XXNBOTE Unu niodble gpyrve HexenaTesbHble peakunun.

KakoBbl HekoTOpble apyrmue nob6o4Hble 3¢pPeKTbl faHHOIO
NleKapCTBEHHOro npenapaTa?

Jlo6o1 nekapCTBEHHbIN NpenapaT MOXeT NMeTb
no6oy4Hble 3dpPekTbl. OgHako y MHOruX nogen noboyHble
3¢dPekTbl NNOO He3HaUUTEeNbHblE, NGO BOoObLLE
oTcyTcTBYIOT. CBSIXKMTECH C BpavyoMm Bawuero pebeHka nnum
obpaTuTech 3a MEANLMHCKON NOMOoLLUblo, ecnn niobdon ns
3TUX NN gpyrux nobo4Hbix appekToB becrnokont Bawero
pebeHKa, Unn ecni OH He NPOXOAWT:

e Yrpw.
e 3anop.

® I'Ip|/| NMPEPUMEHEHUNN 3TOIO Npenapata 4aCTto OTMeYaloT
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ronoBHyto 605b 1 TowHOTY. OgHaKo ecnn 3Tu
CUMNTOMbI BO3HMKAIOT BO BPeMs UHPY31U, OHN MOTYT
ObITb NposaBneHneM nHPysmoHHom peakuumn. Coobnte
Bpau4y, ecfin BO BPeMs BBeeHNs 3TOro npenapaTay
Ballero pebeHkKa BO3HUKHYT royioBHas 60b nnu
TOLWHOTA.

[JaHHbIN CNINCOK BO3MOXHbIX MOOOYHbIX 3P PeKTOB He
aBnaeTcsa ncyepnoisatowmm. Ecnn y Bac Bo3Huknn
BOMPOCbI KacaTeNbHO N0O0o4YHbIX 3pPekToB, 06paTUTECH K
Bpayy Bawero pebeHka. [IpOKOHCYNbTUPYATECH C BPa4OM
Bawero pebeHka oTHocuTenbHO N060YHbIX 3P PEKTOB.

Bbl MOXKeTe coobLwnTb 0 pasBnTumN No6o4HbIX 3pPEeKTOB B
HaLMOHaNbHOE ynpaBeHne 30PaBOOXPaHEHNS.

Kak nyJywie Bcero gaBaTb 3TOT NIeKapPCTBEHHbIV NpenapaT?
[aBanTe gaHHbIN NpenapaT Bawemy pebeHky B
COOTBETCTBUM C NpeanncaHnamm epada. lNpountante Bcio
npegocTtaBneHHyto Bam undpopmauuio. Ctporo cnegynte
BCEM UHCTPYKLNAM.

e DTOT NpenapaT BBOAAT MHPY3UOHHO BHYTPUBEHHO
HenpepbIBHO B TeYeHne onpeaeneHHOro BpeMeHu.

e BmecTe c gaHHbIM NleKapCTBEHHbIM NpenapaToM oyayT
HasHavyaTbCsa gpyrmne npenapaTbl 4ns NnpenoTBpaLLeHns
no6o4HbIX 3P PeKkTOB.
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Yto penatb, ecnm Mo pebeHoK NponycTUT NPprUeM Ao3bl
NleKapCTBEHHOro npenapaTa?

o CBsixkntecb c Bpa4yoMm Bawiero pebeHka, 4Tobbl
BbISICHUTb X0 AanbHenwWwmnx oencTtBun.

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

e EcnuBam Heob6XooMMO XPaHUTb 3TOT JIEKAPCTBEHHbIN
npenapaTt 4OMa, y3HalTe YC/IOBUS ero XpaHeHnsa y Bpa4a
Bawlero pebeHka, MegcecTpbl unu ¢papmaueBTa.

O6wume cBeeHNs O ieKapCTBEHHbIX NpenapaTax

e Ecnn cnMnTOMBI NN HapyLLUEHNSA COCTOSIHUSA 34,0POBbS
Balwlero pebeHka He yMeHbLLAOTCS, U OTMeYaeTcs
yXyaLwleHune, obpatunTtecsh K Bpa4dy Bawlero pebeHka.

e He penntecb nekapcTBoM Bawlero pebeHka c gpyrumm n
He gaBanTe Ybe-nmbo fiekapcTBO BalleMy pebeHky.

e XpaHunTe BCe NNeKapCTBeHHbIe NpenapaTbl B 6e3onacHom
MecTe. XpaHUTe BCe NNIeKapPCTBEHHbIE NpenapaTbl B
MecTe, HeOCTYNHOM ANSA AeTen U AOMALUHNX XXUBOTHbIX.

* YTUNNU3NPYNTE HENCMNONb30OBaHHbIE JIeKapCTBEHHbIe
npenapaTbl NN NpenapaTbl C UCTEKLLNM CPOKOM
rogHocTu. He BbinnBanTe B TyaneT Unmn KaHannsauyuio
6e3 cooTBeTCTBYOLWNX YKa3aHni. Ecnny Bac ecTb
BOMPOCbI OTHOCUTESNIbHO YTUNN3aLNUN NeKapPCTBEHHbIX
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npenapaToB, MPOKOHCYNbTUPYNTECH C PapMaLEBTOM.

BalLEeM pernoHe MOryT A enCcTBOBaTb MPOrpaMMmbl
YyTUNN3aLUnn NeKapCTBEHHbIX NPenapaToB..

e K HEKOTOPbIM JIeKapPCTBEHHbIM NpenapaTtam MoryT
npunaratbCsa gpyrue NHPOPMaLUNOHHbIe NNCTKW O
nauneHTa. Ecnny Bac ectb BOnpockl, KacaloLwmecs
OAHHOr O NNIeKapCTBEHHOr O Npenapara,
NPOKOHCYNbTUPYNTECH C BpayoM Balwuero pebeHka,
mMepcecTpomn, papmMaueBTOM U gpyrum paboTHNKOM
300aBOOXPaHEHUS.

e EcnunBbl cuntaeTte, YTO Npom3oLLa nepeao3npoBKa
npenapaTa, HeMeaeHHO NO3BOHNTE B
TOKCUKOJNIOMMYECKNI LEeHTP nnm obpatmnrtechb 3a
MeauLUMHCKON noMoLbto. byabTe rotoBbl COO6LWLNTD
NN NOKasaTb, KAKOW NpenapaT Bbl NPUHAMN, B KAKOM
KONMMYecTBe 1 Korga 3To Npoun3oLusio.

Ncnonb3oBaHne nHpopmaumm notpebutenem u
OorpaHu4YeHne oTBETCTBEHHOCTMU

JT1a 0606l eHHas nHPopPMaLMs BKIIOYAET KpaTkume
cBefeHua o guarHose, nevyeHum n/unmn nekapCTBeHHOM
npenapaTte. OHa He ABngeTca BceobbeMnioLwmm
NCTOYHUKOM OaHHbIX U OOJ/HKHA NCNOJIb3OBAaTbCA B
KavyecTBe MHCTPYMEeHTa, NOMOoraloLlero nosb3oBaTesto
NOHATb U (MNKN) OLEHUTb NOTEHUNaNbHble BapUaHTbI
amarHocTuku v nevyeHuda. OHa HE BkniovaeT B ceb4 BClo
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NHPOPMaLNIO O COCTOAHNAX, METOOAX NIeYeHNS,
nekapcTBax, No6ou4HbIX 3pPeKkTax unm puckax, KoTopble
MOryT OTHOCUTbCSA K KOHKpeTHOMY nauneHTy. OHa He
0OJIKHA CYMTATbCA MEAULMHCKOW KOHCYNbTaunen nnm
3aMeHOIN MegULIMHCKON KOHCYbTauun, ANarHOCTUKN NN
fie4eHuns, NpenoCcTaBsieMblX BPa4OM Ha OCHOBe
Bpa4yebHoro o6cnegoBaHns N OLEHKU KOHKPETHbIX U
YHUMKalNbHbIX 06CcTOATENbCTB NauneHTa. [NayneHTnl

OOJDKHbI NPOKOHCYJIbTUPOBATbCA C BPa4YOM AJ14 NOoJ1y4YeHNA

NoNIHOW MHPOPMAaLN O CBOEM 300POBbE, MEAULMHCKNX
BOMPOCAax U BapunaHTax fevyeHuns, Bkntodasa noodble pncku
NN NPEeNMyLLLEeCTBA B OTHOLLEHUN NCMOJIb30BaHUS
nekapcTB. [laHHasa MHPOopMaLMSa He aBNSeTCA rapaHTnen
TOro, YTO BUf Ie4YeHNSA NN NEKapCTBEHHbIN NpenapaT
6e3onaceH, apdekTneeH nnn ogobpeH onsa nevyeHus
KOHKpeTHbIX nauyneHToB. [peanpuatue UpToDate, Inc. n
ero gpovepHue NnpeanpusaTns oTkasbiBaloTCs OT Nob6bIX
rapaHTun nnm ob69a3aTenbCcTB, CBA3aHHbIX C 3TOMN
nHpopmaumnen nnu ee ncrnosnbaosanHmem. MicnonozosaHmne
3TON NHpOopPMaUnM perynmpyertcsa Ycnoesmuamm
NCMosib30BaHUS, NPenCcTaBleHHbIMN Ha BeO-CTpaHuLe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

[aTa nocnepHero nepecMoTpa
2026-08-27
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ABTOpCKOe NnpaBo

© UpToDate, Inc. u ee adppunnmnpoBaHHble KOMNAHUN N/UNK
nuuensnapsobl, 2026. Bce npasa 3aLuLLEeHblI.

Ecnny Bac ecTb BONPOCHI UM ONaceHusl, NO3BOHUTE
CBOEMY MeANUNHCKOMY cOoTpyaHuKyY. Cneunanuct
Balllelh levallell KoOMaHabl OTBETUT Ha 3BOHOK C
noHepenbHuka no naTHuuy ¢ 9:00 oo 17:00 B gpyroe
BPEeM$s Bbl MOXeTe OCTaBUTb COObLLeHne nnu
NOroBOpPUTb C opyrum Bpayvom ueHTpa MSK. Bol Bcerga
MOXeTe CBA3aTbCS C AeXYPHbIM BPa4oM nnu
MepcecTpoi/menbpatom. Ecnun Bbl He 3HaeTe, Kak
CBA3aTbCHA CO CBONM MeOULNHCKNM COTPYAHNKOM,
NO3BOHUTE Mo HoMepy 212-639-2000.

[ononHnTenbHyo NHPOPMaALUIO CM. B HaLLIEN
BUPTYanbHOW 6ubnuoTteke Ha cante www.mskcc.org/pe.

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

Memorial Sloan Kettering
Cancer Center
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