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OBPA3OBATEJIbHbIE MATEPUAJIbI 014 MAUMEHTOB N YXAXKUBAKOLNX 3A
HUMW JTNL,

Galsulfase

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
Naglazyme

Toproeblie HauMeHoBaHuA: KaHapa
Naglazyme

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 MOsSBUJIACh ChINlb, KPAIIMBHUIIA, 3y, 3aTPYOIHEHHOE
ObIXaHUe, Kalllellb, OTEK pPTa, Iulla, r'y0, 3bIKa UJIK ropjia, IpHU3HaKu
HU3KOT'0 KPOBSTHOTO [aBJI€HU S, TaKHe KaK IOJIOBOKPYXKEHUE NN
II0TEPS CO3HAHUS, WU JIIOOBIe ApyTrue HeXeraTelbHble 9()(GEKTHEL BO
BPEMS WIIH I10CJIe NHPY3HUHU.

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?
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e OJTO JIEKAPCTBO UCIIOJIB3YETCs OJIA JIEHEeHUd MYKOIIOJIMCaXapuago3a VI
THUIIA.

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

e Ecnu y Bamiero pebeHKa anjleprus Ha JaHHBIN ITpenapar, JII00be ero
COCTABJISIOIINE, IPyTHe IIpenapaThl, TPOOYKTHI ITUTAHUS WU BEIIeCTBa.
Coo01muTe Bpauy 00 ajjepruu U 0 ToM, KakK OHa ITPOSIBiIsAJIach ¥ pebeHKa.

e [Ipu Hanuuuu y Ballero pedbeHKa JINXOpPagKu UJix IIPo0ieM CO CTOPOHEI
JIETKUX UJIM HapyIIEeHUN ObIXaHHUS.

HaHHBIﬁ CIIMCOK JIEKapPCTB U 3a6OHeBaHI/IfI, KOTOPkBIE MOT'YT He6J'[al"OHpI/IHTHO
CO04YeTaThCid C IIPUEMOM OTaHHOT O IIpellapaTa, He ABJIsAeTCsa MCUHEePIIbIBAIOIIIM.

[TPOKOHCYTbTUPYUTECH C BPAYOM UJIM (papMalleBTOM OTHOCUTEIBHO BCEX
JIEKAQPCTBEHHLBIX ITPEeIrapaToB, KOTOPhie MPUHUMAaET Balll pefeHOoK (Kak
PelenTypPHBIX, TaK U IpruoOpeTaeMbIX 0e3 pelerTa, HaTypPalbHbIX
IperapaTax ¥ BUTaMUHAaX), a TakXkKe 0 IIpobjieMax C ero 3OopoBbeM. BaMm
He0oOXOOUMO YOOCTOBEPUTHCS, UTO IPHUEM JAaHHOTO ImpenapaTa 6e3omnaceH
1pu 3a001eBaHUSX Ballero pebeHka U B COYeTaHUU C APYTUMU
JIeEKapPCTBEHHBIMHU MIpellapaTaMu, KOTOPHLIE OH yKe IpuHuMaeT. He crnemyeTt
HaYWHATh, IpeKpallaTh IpUeM WU U3MEeHSITh HJO3UPOBKY KaKOTo-1u0o
JIEKAQPCTBEHHOTIO ITperapaTa, KOTOPLIM MPUHUMAaET Balll pebeHoK, 6e3
COTJIACOBAHMS C BPA4YOM.

Y10 MHe HeoOXxoA4AMMO 3HATbL UM JesiaTb, NOKa MOW
pebeHOoK NnpuHMMaeT pgaHHbLIM npenapar?

e CooOmuTe BCeM MeIUIIMHCKUM pPabOTHUKAM, 00eClednBaIoIuM
MeIUIIMHCKOe 00cnyxKuBaHue Bamiero pebenka, o ToMm, 4To Balln pebeHOoK
IIPUHUMAET 3TOT JIEKapCTBEHHEIM IIpemnaparT. 9TO Bpayu, MeaCeCTpPHI,
¢dapmarlieBTH 1 cTOMAaTOJIOTH Bariero pebeHka.

e Crnemgute 3a TeM, YTOOBI peOEHOK ITPOXOOUII aHaIu3bl KPOBU U OPYyTrue

2/7



HaGOpaTOpHBIe AdHaAJIM3blI B COOTBETCTBUU C YKA3dHUIMHU BPayda.

Ecnn Bawa po4yb 6epeMeHHa uam KOpMuT pebeHKa rpyablo:

¢ [IpOKOHCYNIBTUPYUTECH C BPAYOM, EC/IU Ballla JO4Yh OepeMeHHa,
3abepeMeHena UM KOPMUT pebeHKa rpyabio. Heobxomumo OymeTt
o0CyIuTh IPEUuMYIIIEeCTBA U PUCKU MJIsI Balllel modyepu U ee pebeHKa.

O Kakux nobou4HbIX 3cpceKkTax MHe cnepyeT
HeMepnJiIeHHO coo0LwWwaTh Nevyalwemy Bpadyy Moero
pebeHka?

IMPEOYIIPE2KTEHUE/ITPENJOCTEPE2KEHMUME: X0Ts 1 B peIKuX
cly4asiX, HO Y HEKOTOPBIX TallMeHTOB IPUEM JaHHOTO JIEKapPCTBEHHOT O
IIpernapaTa MOXKeT BLI3bIBAaTh OUE€Hb CEPhe3HbIe, @ MHOTMa U CMEPTEJILHO
omacHbIe MoOo4YHBIE 3(pdeKTrl. HeMenneHHO CBSIXKUTECh C BpayoM Bairero
pebeHKa unu oopaTUTECh 3a MEOUITMHCKOM IOMOIIIBI0, eciu Y Bamrero
pebeHKa uMeeTcs 110001 U3 IIePEeYrCIEeHHBIX HIUXKe ITPU3HAKOB UJIN
CHUMIITOMOB, KOTOPBIE MOTYT OBLITh CBSI3aHBI C OYEHbDb TSIKEJIBIM ITOOOYHBIM
aphekToM:

b HpI/I3HaKI/I anﬂeprw{eCKoﬂ PeaKnu, TaKrue KaK CHhIIIb, KPAIIMBHHUIIA, 3Y[,
IIOKPACHEBIIIaiA U OTeYHad KO2Ka C BOJIOBIPAMHK HWJIN IMIEeJIYIIIeHUueM,
BO3MO2KHO B COUYE€TaHUHU C JIPIXOp&JZ[KOfI, CBHUCT/IIIEE NJIN XPUIIAIIee
ObIXaHHEe, CTECHEHHE B I'PyOHU HUJIK I'OPJIEe, 3aTPYOJHEHHO€E OhIXaHue,
T'JIOTaHHUE UJIU PEeYb, HeoObLIYHast XPHUIIJIIOCTL, OTEYHOCTE B obOytacTtu PTa,
JINIIQ, FY6, A3BIKA HUJIX I'OPJIia.

o [Tpu3Haku npobjeM C IOYKaMH, B T. Y. OTCYTCTBHE MOYEHCIYCKaHMsI,
13MeHeHle 00beMa MOYl, KPOBb B MOoYe JTM00 pe3Kuii Habop MaccCHI Teja.

e Mi3aMeHeHue ciyxa.
e HapyiieHue gBUraTenbHbIX QYHKIINN.
e bosu B CIIUHE.

b HOTepH KOHTPOJIAA Had OIIOPOZKHEHHNEM KHIIIEeYHUKa WUIIN
MOYEHNCIIYyCKaHHUEM.

e [Ipu nmpuMeHeHUU 3TOTO IMpenapaTa HabIoganuch UHPY3MOHHBIE
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peaknuu. MHOrma oHUM MOTYT OBITH TAXKeNbIMUA. HeMenneHHO cooOmIuTe
Bpady, eClid y Balllero pebeHKa BO3HUKIU 00JIb B ITPYyOH, KallleJib, 00Ib
WM pa3apakeHue rijas, Iuxopajgka Uin 03H00, APOXKb, 3aTPyYOHEHHOE
ObIXaHUe, IPU3HaKU MOBHIIIIEHHOT O U/IM IIOHUXKEHHOI0 apTepuaaIbHOT 0
OaBJIeHNUsI, TaKUe KaK I'OJIOBOKPYXKEHUEe UJIN T'OJIOBHasA 00JIb, ITOTEPS
CO3HaAHUS WM HapyllleHue 3peHusi, 00/Ib B JKMBOTE, TOIITHOTA UJIX PBOTA
Uiy gpyrue sgp@PeKTH BO BpeMs UHPY3UU.

KakoBbl HeKoTOopble apyrue nodbouHsie a3 eKTb
OAHHOrO JIeKapCTBEHHOro npenaparta?

JI:060¥ meKapCTBEHHBIN MpernapaT MOXKeT UMETh T000YHbIEe 9(PPEKTHI.
OpgHako y MHOTUX NTiofel nmobouHbie 3¢ HeKTh 1100 He3HAYUTENbHBIE, TH00
BOOOIIIe OTCYTCTBYIOT. CBAXKHUTECH C BpauyoM Baimero pebeHka unu
oOpaTUTeCch 3a MEAUIIMHCKOM TOMOIIBLIO, €CJIX JIIO00M U3 3TUX UIIU APYTUX
1mo0ouHbIX 9(pPeKkToB OecrmokouT Baiiero pebeHKa, UIU €ClId OH He
IIPOXOUT:

e bonb B KUIIEYHUKE.

e boJsb B cycTase.

e BoJb B yXxe.

e TOIIIHOTa UJIX PBOTA.

e ['omoBHast OOJIb.

e 3a/I02KeHHBIU HOC.

e boisb B ropie.

e O1yllieHue yCTalIOCTH UJIN CJIab0CTH.
IlaHHBIN CIIMCOK BO3MOXKHBIX ITOOOYHLIX 3 HEKTOB HE SIBISIETCA
rcuepnbiBaoIIuM. Eciu y Bac BO3HUKIIM BOIIPOCH KacaTeJIbHO ITOO0YHBIX

3¢hdeKkToB, oOpaTUTECh K Bpauy Bairero peberka. [IpOKOHCYTbTUPYUTECH C
BpauyoM Baimero pe6eHka OTHOCUTENBHO ITOO0OYHBIX 9P(PEKTOB.

Brer MoxkeTe COO6H_II/ITL O Pa3BUTHHU ITOOOYHEBIX S(I)(I)GKTOB B HalTUOHAJIEHOE
YIIPpaBJIEHHUE 30PABOOXPAHEHHUSI.
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Kak nyylwie BCero paBaTb 3TOT JIeKAapPCTBEHHbIN
npenapat?
HaBaﬂTe JIaHHbeI IIpernaparT BameMy peGeHKy B COOTBETCTBUU C

IIpeanucaHusaMu Bpada. [IpouynTanTe BCIO IpeaoCcTaBIeHHYIO Bam
nHpopmalu. CTpOro ciegynuTe BCEM UHCTPYKIUSIM.

e JTOT mpemnapar BBOASAT MH(PY3NOHHO BHYTPUBEHHO HEIPEPLIBHO B
TedeHle OIpeejIeHHOIr0 BpeEMEHH.

e [lepen mpuMeHeHHEM JAaHHOTO IIpenapaTa MOXKHO IPUHUMATh OpPyTrue
CpencTBa [OJisi IpeaoTBpalleHus: M000YHEIX 3(P(PEeKTOB.

Y10 menartb, ecnm MOU pebeHOK NponyCcTUT NpuemM
A,03bl JIeKapCTBEHHOro npenaparta?

e CBSIXKHUTECH C BpauoM Bairiero pebeHka, 4YTOOBI BEISCHUTh XO[,
OAaTbHEUINNX N0elCTBUU.

Kak MHe XpaHuTb U (Mnun) BbIOPOCUTL 3TOT
NleKapCTBeHHbIN npenapart?

e Ecnu BaM He0OXOOUMO XPaHUTh 3TOT JI€eKaPCTBEHHBIN ITperapaT JoMa,
y3HaUTe YCIOBUS €Tr0 XpaHEeHMU y Bpayda Balllero pebeHKa, MeICeCTPEI
unu papmaleBTa.

OOLiMe cBepeHUA O JieKapCTBEeHHbIX npenapartax

e Ecnu cuMnTOMBI T HapyIIeHUsI COCTOSIHUS 3[I0POBbLs Baltero pebeHka
He YMEHbBIIIAI0TCSI, NI OTMeYaeTcs yXyOlleHne, o0paTUTEeCh K Bpayuy
Barmrero pebeHka.

 He menuTtech n1eKapCTBOM Balllero pebeHKa C OIPyruMH U He JaBalTe 4ybe-
100 TeKapCTBO BallleMy peOeHKY.

e XpaHHUTE BCe JIeKapCTBEHHbIe IpemnapaThl B 0e30IIaCHOM MecTe. XpaHuTe
BCe JIeKapCTBEHHEIE ITpellapaThl B MEeCcTe, HEIOCTYITHOM [JIs AeTel u
OOMAITHUX KHUBOTHHIX.

o YTHHH3HPYfITe HEUCIIOJIb30BaHHEIE JIEKAPCTBEHHEIE IIPEIIapPaThl UJIN
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IpernapaThl C UCTEKIIINM CPOKOM IOOHOCTU. He BEIIUBAUTE B TyasjeT UIN
KaHanu3aiuo 0e3 COOTBETCTBYIOIINX YKa3aHuu. Eciu y Bac eCTh BOIIPOCH
OTHOCHUTEJIPHO YTUIN3allil JIeKapCTBEHHEIX IIPenapaTos,
IIPOKOHCYIbTUPYUTECH C (hapMalleBTOM. B BallleM peruoHe MOryT
OEelCTBOBATh MPOrpaMMbl YTUIU3AIIMY JIeKapCTBEHHLIX IperapaTos.

e K HEKOTOPHBIM JIEKapPCTBEHHEIM IIpeliapaTtaM MOT'YT IIpujaraTtbCs Opyrue
nH(pOpPMallMOHHBIE TUCTKHU OJId ITaueHTa. Eciu y Bac eCTh BOIIPOCHI,
Kacamwllrecs JaHHOIO JIeKapCTBEHHOI'O IIperapara,
ITPOKOHCYIbTUPYUTECH C BpadoM Bairiero pebeHka, MegCceCcTpOH,
(apmaiieBTOM UMM OPYTUM PabOOTHUKOM 3APaBOOXpPaHEHUS.

e Ecnu BB cunTaeTe, YTO IIPOM30IIIa ITePEeI03uPOBKa IIpenapara,
HeMeJIJIEHHO ITO3BOHUTE B TOKCUKOJIOTUYECKHUH IIeHTP NN 00paTHUTEeCh 3a
MeOUIIMHCKOM ITOMOIIbI0. byabTe TOTOBBI COOOIIINTD MU MOKa3aTh, KAKOU
IIperapaT Bhl IPUHSIIN, B KAKOM KOJIMYECTBE 1 KOT/la 3TO IIPOU3OIIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm noTtpedurenem um
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 00001eHHass nHpoOpMaIus BKIIOYaeT KPpaTKUe CBeOeHUsI 0 OuarHose,
JIeYUeHUU U/UIK JIeKapCTBeHHOM IipernapaTte. OHa He SIBJISeTCs
BCEOOBEMITIOIIMM HCTOUYHMKOM JaHHBIX W JOJI2KHA MCIOJIh30BaThCSI B
KayecTBe MHCTPYMEHTA, ITIOMOTalOIIIero mojIb30BaTeN0 MOHATh U (MIIH)
OLIeHUTh MOTEHIIMAJIbHEIEe BaPUAHTHl AUArHOCTUKHU U nedeHusi. OHa HE
BKJII04YaeT B ce0s1 BCIo MH(OpPMAIIIO O COCTOSIHUAX, MeTOOax JIeUeHusI,
JiIeKapCcTBax, MOO0YHBIX adeKTax Ul PUcKax, KOTOPble MOTYT OTHOCUThCS K
KOHKpPeTHOMY IanuneHTy. OHa He JOIXHa CUYUTATHCS MEeOUITMHCKOMN
KOHCY/IbTalliel UJIM 3aMeHON MeOUIIMHCKOM KOHCYJIbTAllul, OUATrHOCTUKU
HJIN JIeYeHUsI, IIPeIOCTaBJIsIeMbIX BpauyoM Ha OCHOBE BpauyeOHOT o
o0cJiemoBaHus U OIIeHKN KOHKPETHRIX M YHUKAIbHBLIX 00OCTOSITEILCTB
ralnyeHTa. [TalMeHTh TOIXKHEI ITPOKOHCYJIbTUPOBATHCS C BPAYOM [IJIs
IIOJTyYeHUSsI IIOJTHOM MH(pOPMAIIMM O CBOEM 3[M0POBhE, MEOUIIMHCKUX BOITPOCAX
11 BapHaHTaX JIedeHUs, BKIIo4Yas Ii00ble PUCKY UJIN ITPENMYIIECTBA B
OTHOIIIEHNH MCIOJIb30BaHus JIeKapcTB. [JaHHas nHopMaliisa He SIBIISIeTCs
rapaHTHeM TOro, YTO BUJ JIeUeHHs HUJIH JIeKapCTBEHHLIN ITpernapar
0e3omaceH, 3¢pdheKTUBEH UJIN OOO0PeH OJis JIiedeHUsI KOHKPETHRIX MallieHTOB.
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[Ipepnpusatue UpToDate, Inc. u ero mouyepHue nNpequpusiTyUs OTKa3bIBalOTCSA
OT JTIOOBIX TapaHTUM UJIM 00s13aTEJIbCTB, CBSI3aHHLIX C 9TOM MHMOpMaIlueu
WUJIM ee UCII0Ib30BaHueM. MCcrionb30BaHue 3TOUM HHPOPMALIUU PETYIUPYETCSI
YcnoBusiMu uCnonb30BaHUsI, IPEeOCTaBI€eHHBEIMU Ha BeO-CTpaHUIle
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

HdaTa nocnegHero nepecMoTpa
2024-07-22

ABTOpCKOe npaBo

© UpToDate, Inc. u ee adpdunupoBaHHbIle KOMIIaHUY U/UIN JIUIIE€H3UAPHI,
2024. Bce npaBa 3allUllleHHl.

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.

IomonHUTENbHYIO UH(POPMAIINIO CM. B HaIllell BUPTyaJIbHOU OMOIMOTEKE Ha
cauTe www.mskcc.org/pe.
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