MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Taliglucerase 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
Elelyso

Toproeble HaMuMeHOBaHuA: KaHapa
Elelyso
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NMpepynpexpeHue

e [Ipu IpuMeHEHNHU JaHHOTO IIpenapaTa BO3HUKAIN
TsIZKeJIble aJIJIeprudeckKre peakiinu. MHorga oHU
HOCUJIA YI'POZKAIIINK XKU3HU XapaKTep. ITO
IIPOMCXOOMNJIO U HAa PAaHHEHN CTAaOuU JIeYeHUusI, U
I10CJIe OJIMTEJIbHOIO JieueHusa. HemenoneHHO
CcoOOLINTE Bpady, €C/IM y Ballero pebeHKa
BO3HUKIIM CHIIIb, KPAIIMBHUIIA, 3y, 3aTPYTHEHHOE
ObIXaHWE NI XPUIIbI, KallleJIb, TUIIEPEMUS, OTEK
pTa, nMuia, ry0, ss3blKa UJIM ropjia, CTECHEHUE B
rpPyaou, IMEePIIeHKe B TOpJie, TOIIHOTA UJIA PBOTA,
IIPM3HAKU HU3KOT0 KPOBSIHOT'O JABJIEHHUS, TaKHE
KaK I'OJIOBOKPY2KEHHE UJIU ITOTEPSI CO3HAHUS, UIIU
mo0ble Opyrue 1mmo0o4YHbIe 3PHEKTHI BO BPpEMS NN
Iocjie UHQPY3UuHu.

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

e [IpuMeHsieTcs OJis TedyeHus 6ose3Hu [ore.

Y10 HeoOXOAMMO cooOWUTL Bpauy, MPEXXIAE HEM
MOMN pebeHOK NpuMeT AAaHHbIN JIeKAPCTBEHHbIN
npenapart?

e Ecnu y Balmero pebeHKa ajjleprus Ha JaHHBIN
Ipenapart, TI00ble ero COCTaBIAIINE, OIPYTUe
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Ipenaparhl, IPOAYKTHI IINTAaHUS UJIN BeIlecTBa.
CooOmmTe Bpady 00 aJlZIEPTUH M O TOM, KaK OHa
IIPOSIBIISIIach y peOeHKa.

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

[TPOKOHCYIBTUPYUTECH C BpadyoM UK (hapMalleBTOM
OTHOCHUTEJIFHO BCEX JIeKapCTBEHHLIX IIPernapaTos,
KOTOphIe IIPUHUMAaET Balll pe0eHOK (KaK pelelTyPHHIX,
TaK U IpuoOpeTaeMbIx 0e3 pellenTa, HaTypaJbHBIX
IIpernapaTax ¥ BUTaMMHax), a TakKXe o ImpobjeMax C ero
300poBheM. BaM HE0OXOOMMO YOIOCTOBEPUTHCS, UTO
IIpreM JaHHOTO IpemnapaTa 0e30IIaceH IIpHu
3a00JIeBaHUSIX Balllero pebeHKa 1 B COUYEeTaHUU C
OPYTUMH JIeKapPCTBEHHLIMH IIpeliapaTaMi, KOTOPhIe OH
y2Ke npuHuMaeT. He cinenyeT HauMHATD, IIPEeKpaniaTh
IIPHeM UK U3MEHSATh JO3UPOBKY KaKOTr0-JIn0o0
JIEKAPCTBEHHOTO IpeliapaTa, KOTOPLIM IPUHUMAaeT Balll
pebeHOoK, 0e3 CorjIacoBaHUsI C BpadyoM.

YTO MHe HeobxoaAuMO 3HaTb UM AenaTb, NoOKa MOM
pebeHOK NpMHMMaeT JaHHbIM Npenapar?

e CoobuImTEe BCEM MEOUIIMHCKNM PaObOTHUKAM,
o0ecIieynBalolM MeOUIIMHCKOEe 00CITy>KHBaHUE
Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
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IIPUHUMAET 3TOT JIEKAPCTBEHHLIU IIperapar. ITO
Bpayu, MeOCceCcTphrl, PapMalleBTEl 1 CTOMATOJIOTH
Bamiero pebeHkKa.

e CrieguTte 3a TeM, YTOOBI PEOEHOK IIPOXOAUII aHAIN3EI
KPOBHU U OPyrue jJadopaToOpHbIe aHAIN3EI B
COOTBETCTBUMU C YKa3aHUSIMHU Bpaya.

Ecnu Bawa po4b bepeMeHHa nam KOpMuT pebeHka
rpyablo:

e [IPOKOHCYNIBTUPYUTECH C BPAYOM, €CJIM Ballla J0Yb
OepeMeHHa, 3a0epeMeHesia UJIN KOPMUT peOeHKa
rpynobio. Heobxomumo OymeT oOCyauTh IIPENMYIeCTBa
1 PHUCKMU [JIs Ballled modYepu U ee pebeHKa.

O Kakux nodo4HbIX 3cpPpeKkTax MHe cnepyer
HeMepnJIeHHO coo0LwaTh sleYyawemy Bpavyy Moero
pebeHka?

IPEOYIIPE2ZKITEHUE/IIPENOCTEPE2KEHMUE: XoT4
1 B PEeOKUX CIIy4YasaxX, HO Y HEKOTOPHIX IIAIlIE€HTOB IIPHUEM
OAHHOI'O JIEKapCTBEHHOTO IIpemnapaTa MOXKeT BBI3LIBATH
O4YeHb CEPhE3HLIE, a UHOTa U CMEPTENIBHO OIIaCHEIE
1mob6ouHbIe 3dPekTrl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHkKa Ui oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIIBIO, eCcJIi y Bairero pebeHka umeeTcs n0001 u3
IIepedYmnCIIeHHBIX HUKe ITPU3HAKOB UJIN CUMIITOMOB,
KOTOPEIE MOTYT OBITH CBSI3aHBI C OYEHb TSIKEJIbIM
IT0O0YHKEIM 3 (PeKTOM:
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e [Iprv3HaKM anIepruyeckKor peakiny, TaKrue KaK ChIIb,

KpaluBHUIIA, 3y[, IOKPaACHEBIIAsi M OTe4YHasa KOxXa C
BOJIOBIPSIMU UJIM IIEeNyIIeHHeM, BO3SMOXKHO B
COYETaHUU C INXOPAOKOM, CBUCTAIIIEE UJIU XPUIISIIee
ObIXaHWe, CTECHEHHE B TPYOUN WU TOpPJIe,
3aTPYOHEHHOE ObIXaHHUe, TII0TaHUEe UJIU PeYb,
HeOOBIYHasI XPUIJIOCTh, OTEYHOCTDL B 00JIaCTH PTa,
nuna, ryo, sa3bplKa UJIU ropJia.

KakoBbl HeKoTopble apyrue nodboyHsie 3 eKTbl
OAHHOrO JIeKapCTBEHHOro npenaparta?

JIr000M JIeKapCTBEHHBIM IIpernapaT MOXKeT UMETh

1mo0ouHbIe 3PekTr. OMHAKO Y MHOTHX JIIOel TOO0OYHEIE

3¢ deKTh Mnd0 He3HaUYuTeIbHbIe, TN00 BOOOIIEe
OTCYTCTBYIOT. CBSIKMTECH C BpadoM Barmero pebeHka
1IN OOPATUTECHh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JTI0001 M3 3TUX UM OPYTruxX IM0OO0YHBIX 9(P(HEKTOB

OecriokouT Bariero pedbeHka, UM €CJIH OH He IIPOXOONT:

e ["'oymoBHAsa O0JIb.
e bosb B cycTase.
e OmynieHue yCTaJI0CTH UM C1aboCTH.

bop B KUIIIeUHUKeE.

Bobs B pyKax ujiu Horax.

ITaHHBIN CIIMCOK BO3MOXKHBIX TOOOYHEBIX 9P(PEKTOB HE

5/10



SIBJISIETCS MCUYepPIIbIBaOIUM. Eciin y Bac BO3HUKIIHU
BOIIPOCHI KacaTeJIbHO MOO0OYHEIX 3(PEKTOB, 0OpaTUTECH K
Bpauy Bairero pebeHka. IIpOKOHCYJIbTUPYUTECH C
BpadyoM Baiero pebeHka OTHOCUTEJIbHO MOOOYHEBIX

3¢ PeKTOoB.

Brl MOzkKeTe COOOIIUTE O PA3BUTHH ITOOOYHBIX 3(pPEKTOB
B HAITMOHAJIbHOE yIIpaBJIeHHE 30PaBOOXPaHEHUS.

Kak ny4yuwle Bcero aaBaTb 3TOT JIeKapCTBEHHbIN
npenapart?

IlaBaliTe maHHLIN IpenapaT Bamemy peOeHKY B
COOTBETCTBUH C IIpeanucaHusaMu Bpada. [IpouuTtanTte
BCIO IIpeaoCTaBieHHy0 Bam nHpopmalino. CTporo
CJIeAyUTe BCEM MHCTPYKIIUSAM.

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

e [lepen npuMeHEHHEM JAaHHOTO IIpernapaTra MOXHO
IIPUHUMATh OPYTHEe CPEaCTBa OJisi IpeaoTBPalleHU s
IOOOYHEBIX 3P PHEKTOB.

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

e CBsIKHTECH C BpadoM Baimero pebeHka, 4YTOOHI
BBISICHUTH XOO DAJIbHEUINTUX NEeUCTBUHA.

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

e Eciu BaM HEOOXOOMMO XPaHUTh 3TOT JIEKAPCTBEHHBIMN
rpernapar goMa, y3HauTe YCIIOBUA €r0o XpaHEeHUus y
Bpada Ballero pebeHka, MeoceCcTphl Ui papMalleBTa.

OO e cBeaeHUusa O JyieKapCTBeHHbIX NpenapaTax

e ECIy CUMIITOMEI MJIM HAPYHIEHUS COCTOSHUS 3M0POBbS
Barero pebeHKa He YMEHBIIAIOTCS, UJIM OTMEeYaeTCs
yXyOmieHue, oOpaTUTeCch K Bpauy Baiero pebeHka.

e He menurtech 1eKapcTBOM BallleTo pebeHKa C OPyTrUMu
1 He JaBauTe 4be-Tu00 JIEKapCTBO BallleMy PeOeHKY.

e XpaHHUTE BCe JIeKapCTBEHHLIE IIpernaparThl B
0e30IIacHOM MecTe. XpaHUTe BCe JIeKapCTBEHHEIE
IpernapaTrhkl B MECTEe, HEIOCTYIIHOM [OJIsI IeTeu U
OOMAIITHUX KHMBOTHBIX.

e YTUIHU3UPYUTE HEUCIIOJIL30BaHHBIE JTIEKAPCTBEHHEIE
IIpenapaThl UK IpernapaThl C UCTEKIIINM CPOKOM
rogHocTu. He BrIIuBaMTe B TyajlleT UM KaHaJIN3allHUIo
0e3 COOTBETCTBYIONIMX YKa3aHUM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTEIFHO YTUIN3allNH JIEKAPCTBEHHBIX
IIpernapaToB, IIPOKOHCYIbTUPYUTECH C (papMalleBTOM.
B BamieM permoHe MOT'yT OeMCTBOBATh IIPOrPaMMBbl
YTUIN3AIMY JIeKapCTBEeHHBIX IIpeIlapaToB.

e K HEKOTOPHIM JIEKAPCTBEHHBIM IIpemapaTaM MOTYT
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IIpuaaraTbCsa Opyrue nH@opMalnoHHBIE JIMCTKU OIS
nanueHTa. Eciu y Bac ecTh BOIIPOCEHI, KacCarliuecs
OAaHHOTO JIEKapCTBEHHOIO IIpemnapara,
ITPOKOHCYJIbTUPYUTECH C BPAYOM, MEIICECTPOH,
bapMameBTOM UIN OPYTUM PAaOOTHUKOM
30paBOOXPaHEHUS.

e EC1 BB cCUMTAEeTe, YTO IPOMU3IOIIJia Iepeao3nPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEeHTP UK O0paTUTECH 3a
MEeOUITMHCKOM IIOMOIIBLI0. BygbTe roTOBE COOOIINUTD
1JIM II0Ka3aTh, KaKOM IpelaparT Bhl IPUHSIINA, B KAKOM
KOJIMYEeCTBE M KOTa 3TO IMPOM3IOIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm nortpedburenem um
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 0000mieHHasa nHpOpMaIus BKIIIOYaeT KPaTKUe
CBEEHUs O AuarHo3e, Je4YeHnHu H/UJIN JIeKapCTBEHHOM
npemnapare. OHa He SBISIETCS BCeOOBEMITIONINM
NCTOYHHUKOM OAHHBIX 1 JOJI2KHA HMCIIOJIb30BAThHCS B
KadeCTBe MHCTPYMEHTAa, IOMOTalOIIero mojib30BaTeTio
IIOHATH U (MJIN) OIIEHUTH IIOTEeHIIHAaJIbHbIe BaPHUAHTEI
OUuarHocTuku u jedeHusi. OHa HE BkirodyaeT B ceOs BCIO
MHOPMAIINIO O COCTOSIHUSIX, METOdaX JIeUeHHH,
JIeKapCcTBaX, MOO0YHBIX 3PeKTax UIN PUCKaX, KOTOPHIE
MOTYT OTHOCUTBLCS K KOHKPEeTHOMY mnanueHTy. OHa He
OOJI2KHA CYHUTAThCS MEOUIIMHCKOM KOHCYJ/IbTallueln NN
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3aMEeHOU MEeOUIIMHCKON KOHCYJIbTallu¥, OUarHOCTUKU
NI JIeUEeHU S, MPEeOOoCTaBJIsI€eMbIX BPa4OM Ha OCHOBE
Bpa4yeOHOT0 00CIeJoBaHUs U OIIeHKY KOHKPETHHIX U
YVHUKAJIbHEIX OOCTOSITENILCTB HalieHTa. [1aineH T
OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauyoM [OJI
IIOJIy4EeHU s IIOJTHOU MH(OPMAaIUM O CBOEM 3[OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeUeHU s, BKII04Yasd
JTI00BIe PUCKU HUJIM IPEUMYINECTBA B OTHOIIIEHUU

M CIIOJIb30BaHUS JIeKapCcTB. [laHHass nHpopMaliusa He
SIBJISIETCSI TaPAaHTUEN TOTO, YTO BU[, JIEYEHUS UJIU
JIeKapCTBEHHBIN IIperapaT 0e3omnaceH, 3d@eKTUBeH Uln
OmoOpeH AJisl IeYeHUsI KOHKPETHRIX IallueHTOB.
ITpeonpusatue UpToDate, Inc. u ero mouepuue
IIPEeOnpPUITHSA OTKA3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeNIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIEeN UIIN €€
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TOM MHPOPMaAIUN
perynupyeTrcs YCI0BUSMU MCIIOIb30BaHUS,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2024-07-22

ABTOpCKOe npaBo
© UpToDate, Inc. u ee adpPpunupoBaHHEIE KOMIIAHUN
u/unu nuiieH3uapsl, 2025. Bce mmpaBa 3alllUIlleHHI.
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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 Halllen

BHUPTYyaJIbHOU OMOIMOTEKE Ha cauTe www.mskcc.org/pe.
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Bce nipaBa 3amuinieHbl ¥ nprHaajaexaTt Memorial Sloan Kettering

Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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