MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI 014 MAUMEHTOB N YXAXKUBAKOLNX 3A
HUMW JTNL,

Agalsidase 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.

Toproeblie HauMeHoBaHuA: KaHapa
Replagal

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

o [IpumeHsieTcs s nedeHus 6one3nu ®adpu.

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

e Ecnu Y Baliero pe6eHKa aJlJieprusd Ha OAaHHBIN IIpemapart, JII00BIEe ero
COCTaBJIdOIIrE, OPyTrue IMperapaThl, IIPOAOYKTEI IINTAHWUA WUJIXN BEIIIECTBA.
CoobmiuTe Bpauy 00 aJJIEPTUU 1 O TOM, KdK OHaA ITPOsABIIAJIACE ¥ pGGGHKa.

e Ecnu Bam peOGeHOK MpuHUMAaET KaKOU-Tu00 U3 CIeOyIOIINX
JIEKapPCTBEHHBIX IIPEeIlapaToB: aMUOOapPoH, OeHOXUH, XJIOPOXUH HUJIU
reHTaMUIINH.

IlaHHBIN CIIMCOK JIEKAPCTB U 3a00IeBaHMui, KOTOPhIe MOTYT HEOJIaronmpusaTHO
coYeTaThCs C IPHUEMOM HAaHHOTO IIpellapaTa, He SIBISETCS MCUYEPIILIBAIOIINM.

HPOKOHCYHBTI/IPYI;ITGCB C Bpa4YoOM HIIN Q)apMaHeBTOM OTHOCHUTEJIBHO BCEX
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JIEKapCTBEHHLIX IIPenapaToB, KOTOPhle IPUHUMAaET Balll pebeHoK (Kak
PEeLeNTYPHBIX, TaK U IpUoOpeTaeMbIx 0e3 pellenTa, HaTypaibHBIX
IIperapaTax ¥ BUTaMMHAX), a TakKxKe 0 ImpobjieMax C ero 3MopoBkeM. BaMm
HeoOXO0OMMO yOOCTOBEPUTHCS, YTO IIPHUEM OaHHOTO IpelapaTa 6e3ommaceH
rpu 3a001eBaHUSX Balllero pebeHKa U B COUeTaHUU C OPYTUMU
JIeKapCTBEHHLIMHU IIperapaTaMi, KOTOPLIE OH yKe puHuMaeT. He cnenyer
HaYMHATh, IPeKpallaTh IPUeM NN U3MEHSITh JO3UPOBKY KAaKOT0-T1u00
JIEKapCTBEHHOTO IIpernapaTa, KOTOPHIM MPUHUMAaET Balll pebeHoK, 0e3
COTJIaCOBAHMS C Bpa4yOM.

Y10 MHe He0oOX0AMMO 3HaTb WK AenaTb, NOKa MOM
pebeHOK NpMHMMaeT AaHHbIK NpenapaT?

e CooO01IuTE BCEM MEOUIIMHCKUM PaOOTHUKAM, 00eCIeuYrBaioIIuM
MeOUIIMHCKOe 00cnyXkuBaHue Bamiero pebeHka, o ToMm, 4To Bailr pebeHOK
IIPpUHKUMAET 3TOT JIEKapPCTBEHHLIN IIpernapaT. 9TO Bpayu, MeOCEeCTPHI,
dapmareBTH 1 cTOMaTOJIOTU Balero pebeHKa.

o BRHIIIONMHANTE aHAIKU3bI KPOBH B COOTBETCTBUU C YKA3dHHUIMHU BPayva.
HpOKOHCYHBTPIprITeCB C JledalllUM BPa4O0OM.

e MOXKHO NPUMEHSATH APYTHE JIEKaPCTBEHHBIE CPENCTBA OJIs 00IerdyeHus
MH(Y3UOHHBIX ITOO0YHEIX 3(D(PEKTOB.

Ecnn Bawa po4yb 6epeMeHHa uam KOpMuT pedbeHKa rpyablo:

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

O Kakux nobou4HbiX 3cpceKkTax MHe cnepyeT
HeMepnJiIieHHO coo0LwWwaTh nevyawemy Bpadyy Moero
pebeHka?

NPEOYIPEXXTEHUE/IMIPETOCTEPEXKEHME: X0TS U B PEIKUX
CJIy4asX, HO Y HEKOTOPLIX ITalTMEHTOB IIPUEM OAdHHOT'O JIEKAPCTBEHHOI'O
I[IpernapaTa MO2Ke€T BbISEIBATh OYEHb CEPBE3HEBIE, a MHOT'Ta U CMEePTEJIbLHO
OIlIaCHEBIE ITOOOYHEIE 3(1)(1)eKTLI. HeMeJIJIeHHO CBAXKHUTECH C BPpa4OM Barmero
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pebeHKa unu oopaTUTECh 3a MEOUIIMHCKOM OMOIIIBIO, eCciu Y Bamrero
pebeHKa uMeeTcs 110001 U3 IIePeYrCIEeHHBIX HIUXKe ITPU3HAKOB UJIN
CHUMIITOMOB, KOTOPBIE MOTYT OBLITh CBSI3aHBI C OYEHbDb TSIKEJIBIM ITOOOYHBIM
a(phekToM:

e [[pu3HaAKU alIeprudeckKor peakliii, TakKrue KaK Chillb, KpaIlluBHUIIA, 3y,
IIOKpPacCHEeBIIasa U OTeYHasi KOXKa C BOIABIPSAMU WU HIEJTyIIeHHUEM,
BO3MOXKHO B COYETAHUU C JINXOPAAKOM, CBUCTSIIIEE UJIN XPUSIEE
ObIXaHle, CTECHEHUE B TPYyOY UJIM TOpJie, 3aTPYOHEHHOE ObhIXaHue,
TJI0TaHWE UM Pedb, HeOObIUHAasI XPUIIIIOCTh, OTEYHOCTh B 00J1aCTHU PTa,
nnila, ry0, sS3bIKa WU ropiia.

o [Ipr3HAKY MOBLIIIEHHOI'O0 MJIH IIOHUXKEHHOT'0 KPOBSHOTO JaBJIeHUs, TaKHe
KaK O4YeHb CUJIbHAS T'0JIOBHAs O00JIb UJIM T'OJIOBOKPYKEeHHe, 00MOPOK UITH
M3MEHEeHHNsI CO CTOPOHEI 3PeHUS.

e Bosnb B rpynu, CTeHOKaApOUs, TaXUKapOus UJiM HapylleHlde CEPOeYHOr0
puTMa.

e 3BOH B yllIax.

e OppllliKa, pe3Kui Habop MacChl Tejla UIU OTEK PYK UJIX HOT.

e HeoObIuHBIE OLIYIIEHUS KKEHUSI, OHEMEHUS UJIN ITOKaIbIBaHHUS.
e M3nmuiiHee MOTOOTOEJIEHUE.

e YV HEKOTOPHIX ITAIIMEHTOB BO BpeMsi HHGPY3UU ITOT0 IIpernapaTa BO3HUKAIN
OYeHb TsKeJble To00YHbIe 3PdeKTH. [IPOKOHCYTTUPYUTECH C BPAauoM,
eCclIu BO BpeMs nH(Qy3uu npernapara y Baiiero pebeHka BO3HUKAIOT O0JIb
B I'PyOU, TaXUKaAPAUs, BEICOKAsl TeMIlepaTypa Uu 03HOO, TUIIepeMus,
roJI0BHAast 00JIb, ITIOKPAaCHEeH’Ee, OObIIIKa, 00JIb B JKMBOTE, TOITHOTA MU
PBOTa, a TakXKe Opyrue nobouHsle 3HHEKTEHL.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ pekTbl
AAdHHOIo 1eKapCTBeéHHOoro npenapaTa?

JIro00M JIeKapCTBEHHBIM IpeIapaT MOXKeT UMeThb IT0004YHbIe 3 (DEKTHI.
OpmHaKO y MHOTHX JIIomel mo0o4uHble 3P(PeKTH 1100 He3HaYUTENbHbIE, THN00
BOOOIIE OTCYTCTBYIOT. CBSIKUTECH C BpauoM Balrero pebeHka unu
oOpaTuTeCch 3a MEOUIITMHCKOM IIOMOIIBLIO, €CIIH JII000M U3 3TUX WU OPYTUX
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1mo004YHBIX 3(pPeKTOB OeCITOKOUT Bartero pebeHka, UiInM eCJjii OH He
IIPOXOOUT:

e ['omoBHas OOJIb.

e 'unepemus (pymMsiHeI).

e YyBCTBO TrOJIOBOKPY2KEHUS, YCTAIOCTU UK CJIab0CTH.

e TOIIHOTaA UJIX PBOTA.

e Bo/b B KWUBOTE UM JUapeEs.

e Yrpu.

e Tpemop.

e YJyBCTBO Xapa UJIU X0JIoaa.

e CUMIITOMEI, HAlIOMUHAIOILINE TPHUIIIIL.

e Karimers.

e Pa3gparkeHure HOCa UJIU ropJia.

e LoJIb B CIIMHE, MBILILAX UJIU CyCTaBax.

e OTeK CyCTaBOB.

e BOJIb B pyKax UJIU HOraX.

e PasgpaxkeHue B MeCTe IPUMEHEHU JIEKapCTBEHHOI' 0 IIpernapara.
ITaHHBIN CIIMCOK BO3MOXKHBIX TOOOYHEIX 3(P(PEKTOB HE SBIISIETCSI
rcuyepbiBaoImuM. Ecnu y Bac BO3HUKIIM BOIPOCH KacaTeIbHO MOOOYHBIX

apdekTOB, 0OpaTUTECH K Bpauy Baiiero pedbeHka. [IpOKOHCYTbTUPYUTECH C
Bpa4doM Balmmero pebeHka OTHOCUTENBHO ITOO0OYHBIX 3(P(HEKTOB.

Bbl MOKeTe COOOUIUTL O Pa3BUTHM ITOOOYHBIX 9(PPEKTOB B HAllMOHAILHOE
yIpaBJieHHe 30paBOOXPaHEeHUs.

Kak nyylwie BCero paBaTb 3TOT JIeKapPCTBEHHbIN
npenapart?

,HaBaﬂTe JIaHHbeI IIpernaparT BameMy pe6eHKy B COOTBETCTBUU C
IIpeanucaHusaMu Bpada. [IpoynTainTe BCIO IpeaoCcTaBIeHHYIO Bam
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nHpopmalu. CTpOro ciegynuTe BCEM UHCTPYKIUSIM.

e JTOT mpemnapar BBOASAT MHGY3NOHHO BHYTPUBEHHO HEIPEPLIBHO B
TedeHle OIpeeIeHHOIrO0 BpeEMEHH.

Y10 menartb, ecam MOU pebeHOK NponycTUT NpuemM
A,03bl JIeKapCTBEHHOro npenaparta?

e CBSIKHUTECH C BpauoM Bairiero pebeHka, 4YTOOBI BEISCHUTh X0,
OAJIbHEUINNX OEeUCTBUH.

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

e Ecnu BaM He0OXOOUMO XPaHUTh 3TOT JI€eKaPCTBEHHBIN ITpeIapaT OoMa,
y3HaUTe YCIOBUS €Tr0 XpaHEeHMU y Bpayda Balllero pebeHKa, MeICeCTPEI
unu papMaleBTa.

OOLiMe cBepeHUA O JleKapCTBEeHHbIX Nnpenaparax

e Ecnu cuMnTOMBI MJTH HapYyIIeHUsI COCTOSIHUS 30POBbLs Baltero pebeHka
He YMEHbBIIIAI0TCSI, UJIU OTMeYaeTcs yXyOlleHne, o0paTUTECh K Bpayuy
Barmero pebeHka.

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

e XpaHHUTeE BCe JIeKapCTBEHHbIe IpemnapaTkl B 0e30IIaCHOM MecTe. XpaHuTe
BCe JIeKapCTBEHHEIE ITpellapaThl B MeCcTe, HEIOCTYITHOM [JIs AeTel u
OOMAITHUX KHUBOTHHIX.

e YTUNU3UPYUTE HEUCIIOIb30BaHHbBIE JIEKaPCTBEHHEIE ITperapaThl UJIx
IIperapaThl C UCTEKIIIMM CPOKOM IOOHOCTU. He BBIIMBAMTE B TyasjeT UIN
KaHanu3aIiuoo 6e3 COOTBETCTBYIOIINX YKa3aHul. Eciu y Bac eCTb BOIIPOCH
OTHOCHUTEJIPHO YTUIN3allu JIEKapCTBEHHEIX IIPenapaTos,
ITPOKOHCYIbTUPYUTECH C (hapMalleBTOM. B BallieM peruoHe MoOryT
OelCTBOBATh MPOrpaMMbl YTUIU3AIINY JIEKaPCTBEHHLIX IPeIrapaTos.

e K HEKOTOPLBIM JIEKAPCTBEHHLIM ITPEIIapdTaM MOT'YT IIPHUJIAraTbCd OPyIrue
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HMH(pOPMAaLIMOHHLIE JINCTKHU OJid nauueHTa. Ecinu y Bac eCThb BOIIPOCHI,
Kacamwluecs JaHHOI 0 JIEKapCTBEHHOTO IIpenapara,
ITPOKOHCYNIbTUPYUTECH C BpauyoM Baiiiero pebeHka, MeICeCTPOH,
(apmalieBTOM UM OPYTrUM PaOOTHUKOM 3aPaBOOXPaHEHUS.

e Eciu BB cynTaeTe, YTO IIPOU30IIIIA IIePeIo3uPOBKa IIpernapara,
HeMeJJIEHHO ITO3BOHUTE B TOKCUKOJIOTUYECKHUH IIeHTP X 00paTHUTECh 3a
MEeOUITMHCKOM ITOMOIIbI0. ByabTe TOTOBEI COOOIIIUTE MIX MOKAa3aTh, KAKOM
IIperapaT Bhl IPUHSIIHN, B KAKOM KOJIMYECTBE 1 KOTa 3TO IIPOU3OIIIIIO.

Ucnonb3oBaHue uHopMmauum notpedburtenem um
OorpaHu4YeHMe OTBeTCTBEHHOCTHM

9Ta 00001eHHas nHpopMaIus BKII04YaeT KpaTKue CBeOeHUS O JUarHose,
JIeYEeHUU U/UJIU JIeKapCTBEHHOM IpenapaTte. OHa He sBJIIeTCS
BCEOOBEMITIOIINM UCTOUYHUKOM OAaHHBIX U OOJI?KHA MCII0JIb30BaThCS B
Ka4dyeCTBe MHCTPYMEHTa, IOMOTalIIEero II0JIb30BaTE0 IIOHATh U (MIN)
OLIEHUTH IOTEHI[UaJIbHLIE BapUaHThl JUarHOCTUKU U JiedyeHusa. Ona HE
BKJTIOUaeT B ce0s BCI0O MH(POPMAIIUIO O COCTOSTHUSAX, METOax JIeUeHHUs,
JileKapCcTBax, M000YHBIX a(deKTax UiIn PrUCcKax, KOTOpPble MOTYT OTHOCUTHCS K
KOHKpeTHOMY HauueHTy. OHa He JOJI)KHa CYUTAThCI MEeOULIMHCKOU
KOHCYJIbTalluel UJIM 3aMEeHOU MEeQUIIMHCKOU KOHCYJ/IbTalluy, QUAarHOCTUKU
UV JIeYeHUsI, IIPeJoCTaBJIseMbIX BpauoOM Ha OCHOBE BpaueOHOTro
o0cJieqoBaHus M OLIeHKM KOHKPETHBIX M YHUKAIbHBIX OOCTOSITEIHCTB
rnanueHTa. [laiqueHThl JOJIKHEL IIPOKOHCYJIbTUPOBATHCS C BpauyoM [Jisd
IIOJTy4EeHUS IIOJTHOU MHPOPMAIIUU O CBOEM 3OPOBbE, MEOUIIMHCKUX BOIIPOCAaX
11 BapHaHTaXx JIe4eHus, BKIIIo4Yas Iio0ble pUCKU UM IIPENMYIIECTBA B
OTHOIIIEHUH UCHOIb30BaHuA JIeKapcTB. [laHHasd nHpopMalusa He SIBISIeTCS
rapaHTHeud TOro, YTO BU[ JIEUEHUS UJIU JIEKaPCTBEHHBIN IIpenapaT
O6e3omaceH, 3¢pheKTUBEH UIU OO00pEeH OJis JiedeHUsI KOHKPETHBIX MallieHTOB.
[Ipepnpusatue UpToDate, Inc. u ero moyepHue nNpequpusaTUs OTKa3bIBal0TCSA
OT JIIOOBIX TapaHTUU U 0053aTeJIbCTB, CBA3aHHLIX C 3TOM MHPOpMalueu
WUJIM €e UCNOoIb30BaHMeM. Mcrnonb30BaHue 3TOM HHPOPMAILUU PETYIUPYETCA
YcnoBusiMu MCNONIb30BaHUsI, TPeACTaBJIEHHLIMU Ha BeO-CTpaHUIle
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
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ABTOpCKOe npaBo

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

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