MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI 014 MAUMEHTOB N YXAXKUBAKOLNX 3A
HUMW JTNL,

Avalglucosidase Alfa

OTOT OOKYMEHT, IpefocTaBIeHHbIU Lexicomp®, cooepKUT BCIO
HeoOXomauMyio MHGOPMAIIUIO O IIpellapaTe, BKIoYasi ITIoKa3aHus, CIIoco0
IIpuMeHeHHUsI, T0004YHbIe 3QMEKTH U CIIydau, IIPU KOTOPHIX HEOOXOOUMO
CBSI3aThCS C BAIIUM ITOCTABIIMKOM MEOUIIMHCKUX YCIIYT.

Toprosble HauMeHoBaHuA: CLLA

Nexviazyme

Toproeblie HauMeHoBaHuA: KaHapa

Nexviazyme
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NMpepynpexpeHue

e [Ipu mpuMeHeHUY JaHHOTO JIEKAPCTBEHHOI'0 IIpeliapaTa 0TMeYasoch
BO3HUKHOBEHUE aJjlZIepruuyeckux peaknuu. HekoTopeie peakuuu
“3penKa MOTyT OBITh OUEHb TSAKEJIBIMU UJIN yIPOXKAIOIUMU XKNU3HU.
[IpOKOHCYIBTUPYUTECE C BPAYOM.

e [Ipu BIUBaHUM BO3HUKAIU CEePbEe3HbIEe CUMIITOMBI. HeMenieHHO
COOOIIUTE Bpaydy, €CJIM YTO-TU00 U3 ITEPEeUUCIIEHHOT 0 IIPOU30UAET BO
BpeMS UJIM B TEUEHHE HECKOJIbKUX YaCOB II0CJIe BIIMBAHUS: TOITy0OOH
WUJIN CEPBINM IIBET KOXKU, 00/Ib B IPYOM; Kalllellb; TOJIOBOKPYKEHUE;
ITIOKpacHeHNe TJjia3; TaXuKapaus; OIIyIleHre )Kapa UIxu 03H00a,
TPUIIIONIONO0HBIE CUMIITOMEBI, 3y/; CHIIIb UJIU ITIOKPAaCHEHNE KOXKU;
ITPU3HAKU MOBBIIIEHHOT'O MU ITOHUXKEHHOT0 KPOBSIHOTO MaBJIeHUS,
TaKKWe KaK CUJIbHas rOJI0BHAsI O0JIb UIU TOJIOBOKPYXKEHUE, ITOTePs
CO3HAHWUS WU U3MEHEeHHNe 3PeHUs ; IPOXKb, CUIbHOE ITOTOOTHEJIeHNE,
BOCITIaJIeHUe SI3bIKA; 3aTPYOHEHHOE ObIXaHUe UJIU T'JIOTaHUE;
TOLIHOTA; JIFO0BIe Opyrue HeOlaronpusaTHEE CUMIITOMEI.

e Coo0OIImTE Bpady, €C/IU Y Balllero pebeHKa eCTh HapyILIeHUs CO
CTOPOHEI cepAlia Uiau JieTKux. HapyiieHus CO CTOPOHBI Cephlla Uin
JIETKUX MOTYT yCYTyOUTHCS BO BpeMS UHQY3UMN.
[IpOKOHCYIBTUPYUTECE C BPAYOM.

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

e JTOT mpemnapaTr IPUMEeHSIOT OIS JiedeHus 0one3nu [Tomre.

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

e Ecnu Y Baliero pe6eHKa aJlJieprusd Ha OAaHHBIN IIpemapart, JII00BIEe ero
COCTaBJIdOIIINE, OPYyTUe IIpeliapaThl, IIPOOYKTEI IINTAHWUA WUJIXN BEIIECTBA.
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CoobmiuTe Bpauy 00 aJJIEPTUU 1 O TOM, KdK OHaA ITPOsABIIAJIACE ¥ pe6eHKa.

CoueTaHue 3TOTO0 IMpenapaTa C HEKOTOPLIMU JIeKapCTBaMu 1 3a00IeBaHUSAMU
MOXKeT OBITh HEOJIAarOTIPUSATHO.

[TPOKOHCYIBTUPYUTECH C BpauoOM UM (papMalleBTOM OTHOCUTEIBHO BCEX
JIeKapCTBEHHLIX IIPenapaToB, KOTOPhle IPUHUMAaET Balll pebeHoK (Kak
PEeLeNTYPHBIX, TAaK U IPUoOpeTaeMbIx 0e3 pellenTa, HaTypaibHBIX
IIperapaTax ¥ BUTaMMHAX), a TakKxKe 0 IpobjieMax C ero 3MopoBkeM. Bam
HeoOXO0OMMO yOOCTOBEPUTHCS, YTO IIPHUEM OaHHOTO IpelapaTa 6e3o0maceH
1pu 3a0071eBaHUSX Balllero pefeHKa U B COUeTaHUU C OPYTUMU
JIeKapCTBEHHLIMHU IIperapaTaMi, KOTOPLIE OH yKe MpuHuMaeT. He cnenyer
HaYMHATh, IPeKpallaTh IPUeM NN U3MEHSITh JO3UPOBKY KAaKOT0-1T1u00
JIEKapCTBEHHOT O IpernapaTa, KOTOPhIM MPUHUMAaET Balll pebeHoK, 0e3
COTJIaCOBAHMS C BpadoOM.

Y10 MHe He0oOX0A4MMO 3HaTb WK AenaTb, NOKa MOM
pebeHOK NpMHMMaeT AaHHbIK NpenapaT?

e Cool1IuTEe BCeEM MEeOUIIMHCKUM PaO0THUKAM, 00eCIedYrBaioIIuM
MeOUIIMHCKOe 00cnyXkuBaHue Bamiero peberka, o ToM, 4To Bailr pebeHoK
IIPpUHHUMAET 3TOT JIeKapPCTBEHHLIN IIpernapaT. 9TO Bpayu, MeOCeCTPHI,
dapmarteBTH 1 cTOMaTOJIOTU Balmero pebeHkKa.

e Cnegute 3a TeM, YTOOLI peOEHOK ITPOXOOUNJI aHaIu3bl KPOBU U OPYyTrue
smabopaTOpHEBIE aHAIU3bl B COOTBETCTBUU C YKa3aHUSIMHU Bpaya.

Ecnn Bawa po4yb 6epeMeHHa uam KOpMuT pedbeHKa rpyablo:

¢ [IpOKOHCYNIBTUPYUTECH C BPAYOM, EC/IU Ballla JO4Ybh OepeMeHHa,
3abepeMeHena UM KOPMUT pebeHKa rpyabio. Heobxomumo OymeTt
o0CyIuTh IPEUMYIIIECTBA M PUCKU MJIs Balllel modyepu U ee pebeHKa.

O Kakux nobou4HbIX 3cpceKkTax MHe cnepyeT
HeMepnJiIieHHO coo0LwWwaTh evyalwemy Bpadyy Moero
pebeHka?

INPEOVIIPE2KITEHUE/IITPENOCTEPE2KEHME: X0oTsa ¥ B pegKux
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cly4asiX, HO Y HEKOTOPBIX MallMeHTOB IPUEM JaHHOTO JIEKapPCTBEHHOT O
IIpemnapaTa MOXKeT BhI3bIBAaTh OUE€Hb CEPhe3HbIe, @ MHOTa U CMEPTEJIbHO
omacHbIe MoOo4YHBIE 3(pdeKTrl. HeMenneHHO CBSIXKUTECh C BpayoM Bairero
pebeHKa unu oopaTUTECh 3a MEOUITMHCKOM IOMOIIIBI0, eCciu Y Bamrero
pebeHKa uMeeTcs 110001 U3 IIePEeYrCIEeHHBIX HIUXKe ITPU3HAKOB UJIN
CHUMIITOMOB, KOTOPBIE MOTYT OBLITh CBSI3aHBI C OYEHDb TSIKEJIBIM ITOOOYHBIM
aphekToM:

e [Ipu3HaKU alIeprudeckKor peakliy, TakKrue KakK ChIllb, KpaIlluBHUIIA, 3y,
IIOKpPacCHEeBIIasa U OTeYHasi KOXKa C BOIABIPSAMU UIH HIEJTyIIeHHUEM,
BO3MOXKHO B COYETAHUU C JINXOPAAKOM, CBUCTSIIIEE UJIN XPUISIEe
ObIXaHle, CTECHEHUE B TPYyOY UJIM TOpJie, 3aTPYOHEHHOE ObhIXaHue,
TJI0TaHWE UM Pedb, HeOObIYHAasI XPUIIIIOCTh, OTEYHOCTh B 00J1aCTHU PTa,
nnila, ry0, sS3blKa WU ropiia.

o [Ipr3HAKY MOBBLIIIEHHOI'O MJIH IIOHUKEHHOT0 KPOBSHOTO JaBJIeHUs, TaKHe
KaK O4YeHb CU/IbHAsS T'0JIOBHAs O00JIb UJIM T'OJIOBOKPYKEeHHe, 00MOPOK UITN
M3MEHEeHHNsI CO CTOPOHEI 3PEeHUS.

e OpnbIIIKa.
e [ToBhIIIIEHHAS TeEMIlIepaTypa Ul 03HOO.

e HeoOBIYHEIE OLIyIIEeHnd K2KEeHHUsI, OHEMEHHUA UIIU ITIOKAJIbIBaHU .

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ pekTbl
AAHHOrO JleKapCTBEeHHOro npenaparta?

JIr0001 TeKapCTBEHHBIM IpemnapaT MOXKeT UMEeTh IT000YHbIEe 3 (DEKTHI.
OpmHaKO y MHOTHX JIIomel mo0o4uHble 3PPeKTH 1100 He3HaYUTENbHBIE, THN00
BOOOIIIe OTCYTCTBYIOT. CBAXKHUTECH C BpadyoM Balero pebeHka unu
oOpaTuTeCh 3a MEOUIITMHCKOM ITIOMOIIBLIO, €CIIM JII000M U3 3TUX WU OPYTUX
1mo004YHBIX 3(pPeKTOB OeCcIToKOUT Bartiero pebeHka, UInM €CJjii OH He
IIPOXOOUT:

e ["omoBHas OOJIb.
e JTmapesi, 60JIb B XKMBOTE, TOIITHOTA MJIX PBOTA.

e UyBCTBO I'OJIOBOKPYKEHUS, YCTAJIOCTU WU CJIabOCTH.
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e bonk B CyCTaBaX UJINM MHBIIIITAX.

IlaHHBIW CITMCOK BO3MOXKHBIX ITOOOYHEIX 9(P(PEeKTOB He SABIISAETCS
rcuepIbiBaomuM. Eciiu y Bac BO3HUKIN BOMPOCH KacaTeIbHO IT0O0YHBIX
addekToB, oOpaTUTECh K Bpauy Bariero pedbenka. [IpOKOHCYIbTUPYUTECH C
BpauoM Baimero pebeHKa OTHOCUTENIBHO ITOO0YHBIX 3(p(hHEeKTOB.

Brel MoxkeTe COOGI_T_II/ITL O Pa3BUTHHU ITOOOYHEBIX 3(1)(1)8KTOB B HallUOHAJIEHOE
YIIPpaBJIEHHUE 30PABOOXPAHEHHUSI.

Kak slydqlle BCcero oaBatb 3TOT HEKapCTBEHHbIﬁ
npenapart?
IaBaliTe maHHBIM IpemnapaT BamieMy pebeHKYy B COOTBETCTBUHU C

rnpegnucaHusaMu Bpada. [IpounTanTe BCIO IIpeOoCTaBlIeHHYI0 BaMm
nHpopmalnioo. CTporo ciegynuTe BCEM HHCTPYKIUSIM.

e JTOT IIpernapaTt BBOOAT I/IH(l)y3I/IOHHO BHYTPHUBEHHO HEIIPEPLEIBHO B
TedeHHue OoIIpeneyIeHHOTIO0 BPpeEMEHH!.

e [lepen mpuMeHeHHEM JaHHOTO IpelrapaTa MOXKHO IPpUHUMAaTh OAPyTrue
CpencTBa [OJisi IpegoTBPalleHus I000YHBIX 3¢ (HEKTOB.

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

o CBsIKMTECH C BpadoM Bailnero pedbeHkKa, 4TOOBI BEISICHUTD X0
OaJTbHEUINNX NEelCTBUU.

Kak MHe XpaHuTb 1 (nnm) BbIOpOCUTDb 3TOT
JieKapCTBEHHbIA nNpenaparT?

e Ecnu BaM He0OXOOUMO XPaHUTh 3TOT JIEKAaPCTBEHHLIU IIpeIapaT JoMa,
y3HalTe YCIIOBUS €ro XpaHEeHHUs y Bpada Balllero pebeHKa, MeICceCTpPhI
unu papmalieBTa.

OO e cBeaeHUusa O JyieKapCTBeHHbIX NpenapaTax
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e Eciu CUMIITOMEBI UJIHN HapPpyIIeHusa COCTOAHUA 300POBhA Baiero pe6eHKa

He YMEHbBIIIAI0TCSI, NI OTMeYaeTcs yXyOlleHne, o0paTUTECh K Bpayuy
Baimrero pebeHka.

e He penurech meKapCTBOM Ballero pebeHKa C IPyruMHU U He JaBalTe Ube-

00 TeKapCTBO BallleMy peOeHKY.

BC€ JIEKAPCTBEHHLBIE IIPEIIaPAThl B MeCTe€, HEQOCTYITHOM [OJId oeTeu u
OJOMaIlTHUX 2K BOTHBIX.

YTHHH3HPYﬂTe HEUCIIOJIb30BaHHLBIE JIEKAPCTBEHHEIE IIPEIIapPaThl UJIN

IIpernapaTel C UCTEKIIINM CPOKOM I'OOHOCTH. He BuIZIMBauTE B TyaJleT Uujin

XpaHuTe BCe JIeKapCTBEHHEIE ITperapaThl B 0€30I1aCHOM MecTe. XpaHUuTe

KaHam3aIlunoo 0e3 COOTBETCTBYIONIUX YKa3aHui. ECu y Bac eCTh BOIIPOCHI

OTHOCHUTEJIPHO YTUIN3allil JIEKapCTBEHHEIX IIPenapaTos,
ITPOKOHCYIbTUPYUTECH C hapMalleBTOM. B BallieM permoHe MOryT
OelCTBOBATh MPOrpaMMbl YTUIIU3AIINY JIEKAPCTBEHHLIX IPeIrapaTos.

e K HEKOTOPLBIM JIEKAPCTBEHHLIM ITPEIIapdTaM MOT'YT IIPHUJIAraTbCd OPyIrue

HH(pOPMAaLIMOHHLIE JINCTKHU [OJid nauueHTa. Ecinu y Bac eCTh BOIIPOCHI,
Kacamwluecs JaHHOI'0 JIEKapCTBEHHOTO IIpenapara,
ITPOKOHCYNIbTUPYUTECH C BpauyoM Baiiiero pebeHka, MeICeCTpPOH,
bapmalieBTOM UM OPYrUM PabOTHUKOM 3aPaBOOXPaHEHUS.

e Eciu BB cynTaeTe, YTO IPOU30IIIIA IIepPeIo3uPOBKa IIpernapara,

HeMeOJIEHHO IIO3BOHUTE B TOKCHUKOJIOTHYECKUNU OeHTp Uiin O6paTI/ITer 3a

MGHHHHHCKOﬂ IIOMOIIIBIO. BYJIBTe T'OTOBEI COOGH_[I/ITB WJIN I1I0KA3aTh, KaKou

IIpernapaT BH IIPUHAIIN, B KAKOM KOJIMYECTBE U KOI'Jad 9TO ITPON3O0IIJIO.

Ucnonb3oBaHue uHopMmauum notpedburtenem um
OorpaHu4YeHMe OTBeTCTBEHHOCTHM

9Ta 06001IeHHass nHGOPMaIUs BKII0OYaeT KpaTKHe CBeIeHUsI O JuarHo3le,
JIeYeHUU U/UIU JIeKapCTBEHHOM Ipenapare. OHa He SIBISIETCS
BCeOOBEMITIOIINM UCTOYHUKOM JAaHHBIX U IOJIXKHA UCIIOIh30BAThCS B
Ka4deCTBe MHCTPYMEHTA, ITIOMOTAaIOIIero mojIb30BaTeJIi0 IIOHSITh U (1K)
OIIEHUTD ITOTEHIINAJIbHBIE BAPUAHTHI IUATHOCTUKY U JieueHusi. Ona HE
BKJIIOYaeT B cebs1 BCIO MH(POPMAIINIO O COCTOSHUSIX, METOOaX JIeUeHNs],

JiIeKapCcTBax, M000YHBIX a(deKTax UiIn PrUCcKax, KOTOPble MOTYT OTHOCUTHCS K
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KOHKpeTHOMY naireHTy. OHa He O0JI)KHa CYUTAThCSI MEeOUIIMHCKOU
KOHCYJIbTaAllueyn Ui 3aMeHOU MeOUIIMHCKOU KOHCY/IbTallui, OUAarHOCTUKU
WUJIY JIeYEeHUs, IPEeoCTaBIsieMbIX BpadyOM Ha OCHOBEe BpauyeOHOTO
o0cnemoBaHus U OIIEHKN KOHKPETHBIX U YHUKAJIbHEIX 00CTOSITENBCTB
rnamyeHTa. [laiueH Tl JOJIKHEL IIPOKOHCYJIbTUPOBATHCS C BpauyoM OJisd
IIOJIYYEeHUS IIOJIHOU MH(pOpPMallii O CBOEM 300POBbEe, MEOUIIMHCKUX BOIIPOCax
1 BapuaHTaXx JIedeHHUs, BKJII0oUas 1I00ble PUCKU UJIN ITPEUMYIIeCTBa B
OTHOILIEHUY UCIIOJIb30BaHU JIeKapCTB. [laHHasa nHpOpMalus He SIBJISIeTCS
rapaHTHeu TOr0, YTO BU[ JIEUEHUS UJIU JIeKapPCTBEHHBIN IIpenapaT
O6e3ormaceH, 3¢pHeKTUBEH UIU OOOOPEH OIS JiIe4YeHUS KOHKPETHBIX MallieHTOB.
[Ipepnpustue UpToDate, Inc. 1 ero mouyepHue nNpequpusiTUs OTKa3bIBalOTCSA
OT JTIOOBIX TapaHTUM UJIM 00s13aTEJIbCTB, CBSI3aHHBIX C 9TOM MHMOpMaIueu
WUJIM ee UCII0Ib30BaHueM. MCcrionb30BaHue 3TOUM HHPOPMALIUU PETYIUPYyeTCSI
YcnoBusiMu uCnonb30BaHUsI, IPEeOCTaBI€eHHEIMU Ha BeO-CTpPaHUIlEe
https://www.wolterskluwer.com/en/knowy/clinical-effectiveness-terms.

HNaTa nocnegHero nepecMoTpa
2023-10-31

ABTOpCKOe npasBo

© UpToDate, Inc. u ee adpdunupoBaHHbIle KOMIIaHUYN U/UIN JIUIIE€H3UAPHI,
2024. Bce nmpaBa 3all[UllleHHl.

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.

IomonmHUTENbHYIO UH(POPMAIINIO CM. B HaIllell BUPTyaJIbHOU OMOIMOTEKE Ha
cauTe www.mskcc.org/pe.
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Bce npaBa 3amuiieHs 1 npuHaaiexaT Memorial Sloan Kettering Cancer Center
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