MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI 014 MAUMEHTOB N YXAXKUBAKOLNX 3A
HUMW JTNL,

Taliglucerase 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
Elelyso

Toproeblie HauMeHoBaHuA: KaHapa
Elelyso

NMpepynpexpeHue

e [Ipu mpuMeHEHNHY OaHHOTO IIpernapaTa BO3HUKAIIU TSXKeJIble
ajyieprudeckue peakuuu. MHOrma OHM HOCUIM YIPOXKAIOUIUU XKU3HA
XapakTep. DTO IIPOUCXOOUJIO YU Ha PaHHEUN CTaJUuu JIeYeHUsI, U I10CJie
OJIATEIbHOTO TedyeHuss. HeMenieHHO coo0IuTe Bpady, €Clu y
Balllero pebeHKa BO3HUKIIM CHIIIb, KpalluBHUIIA, 3y, 3aTPyAHEHHOE
ObIXaHUe U XPUIIbl, Kalllellb, TUIIepeMUs, OTEK pTa, Iulia, I'y0,
si3bIKa UJIU rOpJia, CTECHEHUWE B IPyOH, MEPIIEeHKEe B TOPJie, TOIIHOTa
WJIM PBOTA, IPU3HAKU HU3KOTr0 KPOBSIHOTO OaBJIEHHUs, TaKue KakK
TOJIOBOKPY2KEHHUE WU IOTEPSI CO3HAHUS, UIU JTII00ble OIpyTrue
rmobouHbie 3¢(HEKTH BO BpeEMS UJIN I10CJIe UHPYIUU.

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapat?
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o [IpumeHsieTcs Oy nedeHus 6one3nu [oie.

Y10 Heobxoaumo coodbwmuTb Bpauy, MPEXXOE YHEM
MOM pebeHOK NpUMeT AaHHbIN JIeKAapPCTBEeHHbIN
npenapart?

e Ecnu y Bamiero pebeHKa ajleprus Ha JaHHBIN IIpenapar, JII00be ero
COCTAaBJISIOIINE, IPyTHe IIpenapaThl, TPOOYKTHI ITUTAHUS UJIN BEIIeCTBa.
Coo01uTe Bpauy 00 ajjepruu U 0 ToM, KakK OHa ITPOsIBiIsAJIach ¥ pebeHKa.

CoueTaHHe 3TOTO IIpernapara C HEKOTOPHIMHU JIEKapCTBaMU 1 3a00JIeBaHUSIMU
MOXKeT OBITh HeOJIaronpusiTHO.

[TPOKOHCYTbTUPYUTECH C BPAYOM UJIM (papMalleBTOM OTHOCUTEIBHO BCEX
JIEKAQPCTBEHHBIX ITPeIrapaToB, KOTOPhie MPUHUMAaET Balll pefeHOoK (Kak
PelenTypPHBIX, TaK U IpruoOpeTaeMuIX 0e3 pelerTa, HaTypPalbHbIX
IIpernapaTrax ¥ BUTaMHHAaX), a TakK¥Ke o IIpobieMax C ero 3MopoBkeM. Bam
HeoOXO0OMMO YyOOCTOBEPUTHCS, YTO IIPHUEM OaHHOTO mpelapaTa 6e30ImaceH
1pu 3a001eBaHUSX Ballero pebeHka U B COYeTaHUU C APYTUMU
JIeEKApPCTBEHHBLIMHU MIpellapaTaMu, KOTOPLIE OH yKe puHuMaeT. He crnemyeTt
HaYWHATh, IpeKpalllaTh IpUeM WU U3MEeHSITh JO3UPOBKY KaKOTo-1u0o
JIEKAQPCTBEHHOTI O ITperapaTa, KOTOPLIM IMPUHUMAaET Balll pebeHoK, 6e3
COTJIACOBAHMS C BPA4YOM.

Y10 MHe HeoOxoAMMO 3HATb UM JesiaTb, NOKa MOWM
pebeHOoK NnpuHMMaeT gaHHbLIM Npenapar?

e CooOmuTe BCeM MeIUIIMHCKUM pPabOTHUKAM, 00eCclednBaIoIuM
MeIUIIMHCKOe 00cnyxKuBaHue Bamiero pebenka, o ToMm, 4To Bailn pebeHOoK
IIPUHUMAET 3TOT JIEKapCTBEHHEIM IIpemaparT. 9TO Bpauyu, MeaCeCTpPHI,
¢bapmaneBTH 1 cTOMaTOoJIOTH Barero pebeHka.

e Cnemgute 3a TeM, 4TOOBI peOEHOK ITPOXOOUII aHaIu3bl KPOBU U OPYyTrue
smabopaTOpHBIE aHAIU3bl B COOTBETCTBUU C YKa3aHUSIMHU Bpaya.

Ecnun Bawa po4yb 6epeMeHHa uam KOpMUT pebeHKa rpyablo:
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¢ [IpOKOHCYNIBTUPYUTECH C BpAYOM, EC/IU Ballla JO4Yh OepeMeHHa,
3abepeMeHena UM KOPMUT pebeHKa rpyabio. Heobxomumo OymeTt
o0CyIuTh IPEUMYIIIEeCTBA U PUCKU [IJIsI Balllel odyepu U ee pebeHKa.

O Kakux nobou4HbIX 3cpceKkTax MHe cnepyeT
HeMepnJiIieHHO coo0LWwaTh Nevyawemy Bpadyy Moero
pebeHka?

IMPEOYIIPE2KTEHUE/ITPENJOCTEPE2KEHMUME: X0Ts U B peIKuX
cly4asiX, HO Y HEKOTOPBIX MallMeHTOB IPUEM JaHHOTO JIEKapPCTBEHHOT O
IIpernapaTa MOXKeT BhI3bIBaTh OUE€Hb CEPhe3HbIe, @ MHOTOa U CMEPTEJIbHO
omnacHbIe MoOo4YHBIE 3(pdeKTrl. HeMenneHHO CBSIXKUTECh C BpauyoM Balrero
pebeHKa unu oopaTUTECh 3a MEOUITMHCKOM IOMOIIIBI0, eCciu Y Bamrero
pebeHKa uMeeTcs 110001 U3 IIePEeYrCIEeHHBIX HUXKe ITPU3HAKOB UJIN
CHUMIITOMOB, KOTOPBIE MOTYT OBITh CBSI3aHBI C OYEHbDb TSIKEJIBIM ITOOOYHBLIM
aphekToM:

b HpI/I3HaKI/I anﬂeprnquKoﬂ PeaKnnu, TaKrue KaK CHhIIIb, KPAIIMBHHUIIA, 3Y[I,
IIOKPACHEBIIIaiA U OTe4YHad KO2Ka C BOJIOBIPAMHK HWJIN IMIEeJIYIIIeHUueM,
BO3MO2KHO B COUYE€TaHUHU C JIPIXOpaJIKOI;I, CBHUCT/IIIEE NUJIN XPUIIAIIee
ObIXaHHEe, CTECHEHHE B I'PyOHU HUJIX I'OPJIEe, 3aTPYOJHEHHOE OhIXaHue,
T'JI0OTaHHUE UJIU PEeYb, HeoObIYHast XPHUIIJIIOCTL, OTEYHOCTE B oOytacTtu PTa,
JINIIA, FY6, A3BIKA HUJIX T'OPJIia.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ pekTbl
AAHHOrO JleKapCTBEeHHOro npenaparta?

JIr0001 TeKapCTBEHHBIM IpemnapaT MOXKeT UMEeTh IT000YHbIe 3 (DEKTHI.
OpmHaKO y MHOTHX JIIomel mo0o4uHble 3PPeKTH 1100 He3HaYUTENbHBIE, THN00
BOOOIIle OTCYTCTBYIOT. CBAXKHUTECH C BpadyoM Balero pebeHka uiu
oOpaTuTeCh 3a MEOUITMHCKOM IIOMOIIBIO, €CIIU JII000M U3 3TUX WU OPYTUX
1mo004YHBIX 3(pPeKTOB OeCcIToKOUT Bartero pebeHka, UiInM eCJjii OH He
IIPOXOOUT:

e ['omoBHast OOJIb.
e bomb B cycTase.

e OmyllieHue yCTaJIOCTH UJIN CJIa00CTH.

3/7



e bosb B KUIIIEUHHUKE.

e bonk B PYKaX HUJIN HOTI'adX.

IlaHHBIW CITMCOK BO3MOXKHBIX ITOOOYHBIX 9(P(PEeKTOB He SIBIISAETCS
rcuepIbiBaoImuM. Eciin y Bac BO3HUKIN BOMPOCH KacaTeIbHO IT0O0YHBIX
addekToB, oOpaTUTECh K Bpauy Bariero pedbenka. [IpOKOHCYIbTUPYUTECH C
BpauoM Bailmero pebeHKa OTHOCUTEIBHO ITOO0YHBIX 3(p(hHEeKTOB.

Brel MoxkeTe COOGI_T_II/ITL O Pa3BUTHHU ITOOOYHBIX 3(1)(1)8KTOB B HallUOHAJIEHOE
YIIPpaBJIEHHUE 3[0PABOOXPAHEHHUSI.

Kak Jslydqlle Bcero naBatb 3TOT HEKapCTBEHHbIﬁ
npenapart?
IlaBaliTe MaHHBIM HNpemnapaT BamieMy pebeHKYy B COOTBETCTBUHU C

rnpegnucaHusaMu Bpada. [IpounTanTe BCIO IIpeOoCTaBlIeHHYIO BaMm
nHpopmalnioo. CTporo ciegyuTe BCEM HHCTPYKIUSIM.

e OTOT IIpernapaTt BBOOAT I/IH(l)y3I/IOHHO BHYTPUBEHHO HEIIPEPLEIBHO B
TedeHHue OoIIpeneyIeHHOIO0O BPpeEMEHH!.

e [lepen mpuMeHeHHEM JaHHOTO IperapaTa MOXKHO IPpUHUMAaTh ApPyTrue
CpencTBa [OJisi IpegoTBPalleHuss T000YHBIX 3((HEKTOB.

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

o CBsIKMTECH C BpadyoM Bailero pedbeHkKa, Y4TOOBI BEISICHUTD XOI
OaJIbHEUINNX NEelCTBUU.

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

e Ecnu BaM He0OOXOOUMO XPaHUTh 3TOT JIEKAaPCTBEHHLIN IIpeIapaT JoMa,
y3HalTe YCIIOBUS €ro XpaHEeHHUs y Bpada Balllero pebeHKa, MeICceCTpPhI
unu papmalieBTa.
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OOLiMe cBepeHUA O JleKapCTBEeHHbIX npenaparax

e Ecnu cuMnTOMBI UJTH HapyIIeHUsI COCTOSIHUS 30POBbLs Baltero pebeHka
He YMEHbBIIIAI0TCSI, UJIM OTMeYaeTcs yXyOlleHne, o0paTUTECh K Bpayuy
Barmero pebeHka.

 He menurtech n1eKapCTBOM Balllero pebeHKa C OIPyruMH U He JaBalTe dybe-
100 TeKapCTBO BallleMy peOeHKY.

e XpaHHUTeE BCe JIeKapCTBEHHbIe ImpemnapaThl B 0e30IIaCHOM MecTe. XpaHUuTe
BCe JIeKapCTBEeHHEIE ITpellapaThl B MeCcTe, HEIOCTYITHOM [JIs AeTel u
OOMAITHUX KHUBOTHEIX.

e YTUNU3UPYUTE HEUCIIOIb30BaHHbBIE JIEKaPCTBEHHEIE ITperapaThl UJIx
IIperapaThl C UCTEKIIIMM CPOKOM IOOHOCTU. He BBIIMBAMTE B TyasjeT UIN
KaHanu3aiuoo 6e3 COOTBETCTBYIOIINX YKa3aHul. Eciu y Bac eCTb BOIIPOCH
OTHOCHUTEJIPHO YTUIN3allil JIEKapCTBEHHEIX IIPEenapaTos,
ITPOKOHCYIbTUPYUTECH C (hapMalleBTOM. B BallieM peruoHe MOryT
OelCTBOBATh MPOrpaMMbl YTUIIU3AIINY JIEKAPCTBEHHLIX IIPerapaTos.

e K HEKOTOPHIM JIEKapPCTBEHHLIM IIpemapaTaM MOTYT IIpujaraTbCs Opyrue
nHOpPMaIMOHHbBIE JINCTKHU IJIs MalueHTa. Ecimu y Bac ecTh BOIIPOCHI,
KacaloIluecs MaHHOTO JIeKapCTBEHHOTO IIpernapara,
ITPOKOHCYIbTUPYUTECH C BpaYOM, MeCcecTpol, ¢apMalleBTOM UJIM OPYTUM
PabOTHUKOM 30pPaBOOXPaHEHUS.

e Ecu BB cunTaeTe, YTO IIPOU30IIIIA IIePeIo3uPOBKa IIpernapara,
HeMeJJIEHHO IT03BOHUTE B TOKCUKOJIOTUYECKHUH IIeHTP X 00paTHUTECh 3a
MEeOUITMHCKOM ITOMOIIbI0. ByabTe TOTOBEI COOOIIIUTE MIX MOKAa3aTh, KAKOM
IIperapaT Bhl IPUHSIIN, B KAKOM KOJIMYECTBE 1 KOTa 3TO IIPOU3OIIIIIO.

Ucnonb3oBaHue uHdopMmauum notpedburtenem um
OorpaHu4YeHMe OTBeTCTBEHHOCTHM

9Ta 06001IeHHass nHGOPMaIUs BKIIOYaeT KpaTKue CBEIeHUsI O OUarHO3e,
JIEYeHUU U/UIU JIeKapCTBEHHOM IpenapaTte. OHa He SIBISIETCS
BCeOOBEMITIOIINM NCTOYHUKOM JAaHHBIX U IOJIXKHA UCIIOIh30BAThCS B
Ka4yeCTBe MHCTPYMEHTA, ITIOMOTaIOIIero mojIb30BaTeJIio IIOHSITh U (1K)
OIIEHUTD ITOTEHIINAJIbHBIE BAPUAHTHI IUATrHOCTUKY U JieueHusi. Ona HE
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BKJII04YaeT B ce0s BCIO MH(POPMAIIUIO O COCTOSIHUSIX, METOOaxX JIeUeHU s,
JiIeKapCcTBax, MOOO0YHEIX 3(peKTax UIn PrUCKaxX, KOTOPhIe MOTYT OTHOCUTHCS K
KOHKpeTHOMY nanreHTy. OHa He J0JI)KHa CYUTAThCSI MEeOUIIMHCKOU
KOHCYJIbTAllueyn Ui 3aMeHOU MeOUIIMHCKOU KOHCY/IbTallui, OUArHOCTUKU
WJIN JIeYEeHUs, IPEea0oCTaBIsieMbIX BpadyoM Ha OCHOBEe BpauyeOHOTO
o0cnemoBaHus U OIIEHKN KOHKPETHBIX U YHUKAJIbHEIX 00CTOSITENBCTB
rnamyeHTa. [laiueH Tl JOJIKHEL IIPOKOHCYJIbTUPOBATHCS C BpauoM [OJisd
IIOJIY4YEeHUS IIOJIHOU MH(pOPMallii O CBOEM 300POBbEe, MEOUIIMHCKUX BOIIPOCax
1 BapuaHTaXx JIedeHHUs, BKJII0oUas 1I00ble PUCKU UJIN IIPEUMYIIeCTBa B
OTHOILIEHUY UCIIOJIb30BaHUs JIeKapCTB. [laHHasd nHpOpMalusa He SIBJISIeTCS
rapaHTHeu TOr0, YTO BU[ JIEUEHUS UJIU JIeKapPCTBEHHBIN IIpemapaT
b6e3ormaceH, 3¢pHeKTUBEH UIU OOOOPEH OIS JiIedHeHUS KOHKPETHBIX MallieHTOB.
[Ipepnpusatue UpToDate, Inc. 1 ero mouyepHue nNpequpusiTUs OTKa3bIBalOTCSA
OT JTIO0BIX TapaHTUM UJIM 00s13aTEJIbCTB, CBSI3aHHLIX C 9TOM MHMOpMaIlueu
WUJIM ee UCII0Ib30BaHueM. MCcrionb30BaHue 3TOM HHPOPMALIUU PETYIUPYETCSI
YcnoBusiMu uCnonb30BaHUsI, IPEeOCTaBI€eHHEIMU Ha BeO-CTpaHUIle
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

HaTa nocnegHero nepecMmoTpa
2024-07-22

ABTOpCKOe npasBo

© UpToDate, Inc. u ee adpdbunupoBaHHbIle KOMIIaHUYN U/UIN JIUIIEH3UAPHI,
2024. Bce nmpaBa 3allUllleHHl.
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https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms

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.

IoToMHUTENbHYI0 HPOPMAIINIO CM. B Hallle BUPTyaJIbHOM OMOIMOTEKE Ha
caute www.mskcc.org/pe.
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