MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Velaglucerase Alfa

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
Vpriv

Toproeble HaMuMeHOBaHuA: KaHapa
Vpriv
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NMpepynpexpeHue

e [Ipy NpuMeHEHNU OAHHOTO IIpellapaTa BO3HUKAIIU
TsI2KeJIbIe aJlJIeprudecKue peakiiuu. MHOrma OHU
HOCUJIA YI'POZKAIIINK XKU3HU XapaKTep. ITO
IIPOMCXOONIIO U Ha PaHHEM CTaOuu JIEUEHUsd, u
I10CJIe OJIMTEJIbHOIO JieueHusa. HemenoneHHO
CcoOOLINTE Bpady, €C/IM y Ballero pebeHKa
BO3HUKIJIY CHIIIb, KPAlluBHUIIA, 3y, 3aTPYOHEHHOE
ObIxaHue, 00/Ib B TPYOM, TOITHOTA HUJIA PBOTA,
TXOpagKa, YyBCTBO YCTAIOCTH UM C1ab0CTH,
IIPU3HAKHU MOBLIIIIEHHOT O UJIN IOHUKEHHOI' O
apTepPUaabHOIO OaBJIEHHUS, TaKHe KakK
rOJIOBOKPY2KEHNE HUJIM T'OJI0OBHAS 00JIb, ITIOTEPS
CO3HAHUS WM HapyIIeHNe 3PEeHUs, UIH JTI00bIe
opyrue mobo4YHbIe 3(pHEKTH BO BpeMS UHPY3UU
UJIU B TeueHue 24 4acoB II0CJIe Hee.

Ona 4ero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

e [IpuMeHsieTcsa OJis 1edyeHus 6ose3Hu [ore.

Y10 HeoOXOAMMO coobWUTL Bpauy, MPEXXIAE YHEM
MOMN pebeHOK NpuMeT AAaHHbIN JIeKAPCTBEHHbIN
npenapart?

e Ecnu y Balrero pebeHKa ajjleprus Ha JaHHBIN
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IIpernapar, Ji00ble ero COCTaBIISIONINe, OIPyTrue
IpenaparThl, IPOAYKTHI IINTAaHUS UK BeIlecTBa.
CooOmmTe Bpady 00 aJlyIEPTUH M O TOM, KaK OHa
IIPOSIBJISIIach y peOeHKa.

CodyeTaHue 3TOrO IIpernapara C HEKOTOPbIMU
JIeKapCTBaMHU 1 3a00JIeBaHUSIMU MOXKET OBITh
HeOJIaronpusiTHO.

[TPOKOHCYIBTUPYUTECH C BpayoM HJIH (hapMalleBTOM
OTHOCHUTEJIFHO BCEX JIeKapCTBEHHLIX IIPerapaTos,
KOTOphIE€ IIPUHUMAET Balll pe6eHOK (KaK pelelTyPHHIX,
TaK 1 IpuoOpeTaeMbIX 0e3 pellenTa, HaTypaJbHBIX
IIpernapaTax ¥ BUTaMMHax), a TakKXKe o ImpobjeMax C ero
300poBheM. BaM HEOOXOOMMO YOIOCTOBEPUTHCS, UTO
IIpKreM JaHHOTO IpemnapaTra 0e30IIaceH IIpHu
3a00JIeBaHUSIX Balllero pebeHKa 1 B COUYEeTaHUU C
OPYTUMH JIeKapPCTBEHHLIMH IIpeliapaTaMi, KOTOpPhIe OH
y2Ke npuHuMaeT. He ciegyeT HauMHATH, IIPpEeKpaniaTh
IIPpHeM UK U3MEHSATh JO3UPOBKY KaKOIr0-JIn0o0
JIEKAPCTBEHHOTO IIpelapaTa, KOTOPLIM IPUHUMAaeT Balll
pebeHOoK, 0e3 CorjIacoBaHUsI C BpadyoM.

YTO MHe HeobxoaAuMO 3HaTb UM AenaTb, NoKa MOM
pebeHOK NpMHMMaeT OaHHbIM Npenapar?

e Coo00O1IMTE BCEM MEOUIIMHCKUM PabOTHUKAM,
oOecreynBaloOIUM MeOUuIIMHCKOe 00CIyKuBaHUe
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Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKAPCTBEHHLIU IIperapar. ITO
Bpa4l, MeOCeCTPH], (apMalleBTLI 1 CTOMATOJIOTH
Bamiero pebeHka.

e [lepen npuMeHeHHEM JaHHOTO IIpernapaTra MOXXHO
IIPMHUMATh OPYTHeEe CPEeACTBa [OJIisd IPeaoTBPallleHU s
ITOOOYHBIX 9P HEKTOB.

e CrieguTte 3a TeM, YTOOBI PeOEHOK IIPOXOOUII aHAIU3EI
KPOBHU U OpPyrue j1adbopaTOpHbIe aHAIN3EI B
COOTBETCTBUMU C YKa3aHUSIMHU Bpaya.

Ecnu Bawa po4b OepeMeHHa nam KOpMuT pebeHka
rpyablo:

e [IPOKOHCYNIBTUPYUTECH C BPAYOM, €CJIH Ballla J0Yb
OepeMeHHa, 3a0epeMeHesia UJIu KOPMUT peOeHKa
rpynobio. Heobxomumo OymeT oOCyauTh IIPENMYINeCTBa
1 PHUCKMU [JIs Ballled modYepu u ee pebeHKa.

O Kakux nodo4HbIX 3cpPpeKTax MHe cnepyer
HeMepnJIeHHO coo0LwaTh sieYyawemy Bpavyy Moero
pebeHka?

IPEOVIIPE2KITEHUE/ITPENOCTEPE2KEHMUME: XoTsa
1 B PEeOKUX CIIy4YasaxX, HO Y HEKOTOPHIX IIAIlIE€HTOB IIPHUEM
OAHHOI'O JIEKapCTBEHHOTO IIpemnapaTa MOKeT BBI3LIBATH
O4YeHb Cephe3HbIe, a UHOI'Ma U CMEPTEJIbHO OIIaCHBIE
1mob6ouHbIe 3dPekThl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHka Ui oOpaTUTECh 3a MEOUIIMHCKOU
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IIOMOIIIBIO, eCciiu y Baillero pebeHka umeeTcs n0001 u3
IIEPEYUNCIEHHBIX HUXKE ITPU3HAKOB NI CUMIITOMOB,
KOTOPHEIE MOTYT OBITH CBSI3aHBI C OUEHb TSIXKEJIBIM
1T00O0YHBEIM 3 PeKTOM:

e [IpH3HAKM aIIePrudeCcKou peakKIinM, TaK1ue KaK CHIIIb,
KpaIlluBHUIIA, 3y, IIOKPAaCHEBIIAss U OTeYHas KoxXa C
BOJIOLIPSIMY MM IIENYIIIEeHuEeM, BO3MOXKHO B
COYeTaHMWM C IUXOPAOKOM, CBUCTSINEE UIU XPUIIAIIEE
ObIXaHHE, CTECHEHNE B TPYOU UM TOPJIE,
3aTPyOHEHHOE ObIXaHWe, TJIOTaHue UK Pedb,
HeOOBIYHAasI XPUIJIOCTh, OTEYHOCTh B 00JIaCTH PTa,
nuna, ry0, s3blKa Ui ropia.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ dekTbl
AAHHOrO JiIeKapCTBEHHOro npenaparta?

JI:0001 TeKapCTBEHHBIM IperapaT MOXKeT UMETh
1mo0o4uHbIe 3QPeKThl. OMHAKO Y MHOTHUX JTI0OOe IOO0YHEIE
3¢ dekTrl MO0 He3HAUYUTENbHEIE, TN00 BOOOIIE
OTCYTCTBYIOT. CBSIKUTECH C BpadyoM Barlmero pebeHka
UM 00PaTUTECh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JTI0001 M3 3TUX UM OPYTrux M000YHBIX 3(PHEKTOB
OecrmokouT Bariero pebeHka, UM €CJIM OH He IPOXOOUT:

e boJIp B KUIIIEUHUKE.

e bomnu B ciuHe.

e bomiw B cycTase.
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e TOIIIHOTA.
e ['0JIOBOKPY2KEHHE UIIN I'OJIOBHAS OOJIb.

e OmIymnieHue YCTaJI0CTH UK Cc1abOoCTH.

ITaHHBIM COINCOK BO3MOXKHBIX TOOOYHEIX 3(PEKTOB HE
SIBJISIETCS MCUYepPIIbIBaOIUM. Eciiu y Bac BO3HUKIIHU
BOIIPOCHI KacaTeJIbHO MOOOYHEIX 3(h(PEKTOB, 0OpaTUTECH K
Bpauy Baimero pebeHka. IIpOKOHCYJIbTUPYUTECH C
Bpa4yoM Baiiero pebeHka OTHOCUTEJIbHO MOOOYHEBIX

3¢ PeKTOB.

Bil MozkKeTe COOOIIUTE O PA3BUTHH ITOOOYHBIX 3(pPEKTOB
B HAITMOHAJIbHOE yIIpaBJIeHHE 30PaBOOXPaHEHUS.

Kak ny4uwle Bcero gaBaTb 3TOT JIeKapPCTBEHHbIN
npenapart?

IlaBaliTe maHHLIN IpenapaT Bamemy peOeHKY B
COOTBETCTBUH C IIpeanucaHusaMu Bpada. [IpouuTtanTte
BCIO IIpeaoCcTaBieHHy0 Bam nHpopmalno. CTporo
CJIeAyUTe BCEM MHCTPYKIIUSAM.

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

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

e CBsIKHTECH C BpadoM Baimero pebeHka, YTOOHI
BBISICHUTH XOIO DAJIbHEUINTUX NEeUCTBUHA.
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Kak MHe XpaHuTb U (Mnmn) BbIOPOCUTL 3TOT
NleKapCTBEeHHbIN npenapart?

e Ecnu BaM HE0OXOOUMO XPaHUTh 3TOT JIeKapCTBEHHBIN
IIpemnapaT goMa, Y3HaliTe YCJIOBHUS ero XpaHeHUusd y
Bpaya Balllero pebeHkKa, MeIcecTpPhl UiIu papMalleBTa.

OOLiMe cBepeHUA O JleKapCTBEeHHbIX npenapartax

e ECIM CUMIITOMBEI UJIM HAPYIIEHUS COCTOSHUS 3O0POBbS
Baiero pebeHKa He YMEHBIIAIOTCSA, UJIU OTMedaeTCs
yXyOuieHue, oOpaTUuTech K Bpauy Baiiero pebeHka.

e He menuTech 1eKapCTBOM Balllero pebeHKa C OpyTruMU
1 He JaBalTe 4be-Iu00 JIeKapPCTBO BallleMy pPeOeHKY.

e XpaHUTE BCe JIEKapPCTBEHHLIE IIpernapaThl B
0e30macHOM MecCTe. XpaHUTe BCe TeKapCTBEHHLIE
IIperapaTsl B MeCTe, HEOOCTYIIHOM [JISI HeTeu U
OOMAIITHUX JKHUBOTHBIX.

e YTUIHU3UPYHUTE HEHNCIOIb30BaHHLIE IEKAPCTBEHHEIE
IIpernapaTsl UM IpernapaThl C UCTEKIINM CPOKOM
rogHOCTU. He BuIIMBaNTE B TyaJieT WX KaHaINu3aIlluio
0e3 COOTBETCTBYIOIINX YKa3aHuM. ECIM y Bac eCThb
BOIIPOCH OTHOCUTEJIbHO YTUIN3alluU JIEKapPCTBEHHEBIX
IIpernapaToB, IPOKOHCYJILTUPYUTECH C (DapMalleBTOM.
B BailieM peruoHe MOT'YT JelMCTBOBATh IPOrPaMMEI
YTUIN3alluU JIeKapCTBEHHLIX IIpernapaTos.
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e K HEKOTOPHEIM JIEKAQPCTBEHHEIM IIpenaparaM MOTYT
IpUaraThCAa Opyrue nHQPOpMallMOHHbBIE IUCTKU OJIA
namnueHnTa. Eciu y Bac eCcTh BOIIPOCH], Kacawllnecs
OAaHHOTIO JIEKapCTBEHHOI'O IIpemnapara,
IIPOKOHCYNIbTUPYUTECH C BpauyoM Bamrero pebeHka,
MeOcecTpou, ¢papMalleBTOM UK OAPYTUM PaOOTHUKOM
30PaBOOXPaHEeHUs.

e Ecnu BB cumTaeTe, 4TO IIPOMU30IIIa Iepego3npoBKa
Ipernapara, HeMeaJeHHO II03BOHUTE B
TOKCHUKOJIOTHYECKUM IIeHTP UJIK 00paTUTECh 3a
MEeIUITMHCKOM IIOMOIIbI0. BynbTe roToBhl COOOIIUTD
1JIN TI0Ka3aTh, KaKol ImperapaT Bhl IPUHSIIN, B KAKOM
KOJINYeCTBe 1 KOTa 3TO IPON3O0IILJIO.

Ucnonb3oBaHue uHopmMmauum notpedburtenem um
OorpaHu4YeHMe OTBeTCTBEHHOCTHM

9Ta 00001IeHHasa nHGopMalusd BKIl04aeT KpaTKue
CBEJIeHHUs O OuarHo3e, JIeYeHUH H/UJIH JIeKapCTBEHHOM
npemnaparte. OHa He SBJISIeTCS BCEOObEMITIONINM
NCTOYHHUKOM IOAHHBIX 1 JOJI2KHA HMCIIOJIb30BaThCS B
KadeCTBe MHCTPYMEHTA, IIOMOTAIOIIEero MOJIb30BaTEITIO
IIOHATH U (MJIN) OLIEHUTH IIOTEeHIIMaJIbHble BapHUAHTEHI
ouarHocTuku u jedeHusi. OHa HE BkirodyaeT B ceds BCIO
MHPOPMAIIHNIO O COCTOSIHHUSIX, METOaxX JIeUeHHs],
JIeKapCTBaX, IIOO0OYHEIX 3(pdeKTax uianu puckax, KOTOpPhIE
MOTYT OTHOCUTBCS K KOHKpPeTHOMY mnanueHTy. OHa He
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OOJI2KHA CYUTAThCS MEeOUIIMHCKOM KOHCYJIbTalluen UK
3aMEeHOU MEeOUIIMHCKOU KOHCYJIbTallu¥, OUarHOCTUKU
NI JIeUEeHU S, MPEeOgOoCTaBJIsI€eMbIX BPa4OM Ha OCHOBE
BpPa4yeOHOT0o 00CIemoBaHus U OIIeHKN KOHKPETHHIX U
YVHUKAJIbHEIX OOCTOSITENILCTB HaleHTa. [1aiieH T
OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauoM [OJId
IIOJIy4EeHU s IIOJTHOU MH(OPMAaIUM 0 CBOEM 3[OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeYeHU s, BKII04Yasd
JTI00BIEe PUCKU HUJIM IPEUMYINECTBA B OTHOIIEHUU

M CIIOJIb30BaHUs JIeKapCcTB. [laHHass nHpopMaliusa He
SIBJIIETCSI TaPaHTUEN TOTO, YTO BU[, JIEYEHUS WUJIU
JIeKapCTBEHHBIN IIperapaT 0e3omnaceH, ad@eKTUBeH Uln
OmoOpEeH [Jisl IeYeHUsI KOHKPETHRIX IallMeHTOB.
ITpeopnpusatue UpToDate, Inc. 1 ero mouepuue
IIPEeOnpPUsITHSA OTKAa3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIe UIN ee
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TOM MHPOPMaAIUN
perynupyeTrcs YCI0BUSMU MCIIOIb30BaHUS,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIEe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2024-07-15

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

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.

Velaglucerase Alfa - Last updated on December 12, 2022
Bce nipaBa 3amuilnieHbl ¥ nprHaajaexaTt Memorial Sloan Kettering
Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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