MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Agalsidase 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.

Toproeble HaMuMeHOBaHuA: KaHapa
Replagal

Onsa 4yero Mcnosib3yeTcAa 3TOT JIeKapPCTBEHHbIN
npenapart?

o [IpuMeHsieTcs s nedeHus 0one3nu Padpu.

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

e Ecnu y Balmero pebeHKa ajjIeprus Ha JaHHBIN
IIpernapar, JTI00ble ero COCTaBISIOIINe, OPYTHe
rIpernapaThbl, IPOAYKTEI IMTAHUS UJIN BEIleCTBa.
CooO1uTe Bpady 00 aJjIepruu U 0 TOM, KaK OHa
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IIPOSIBJISIIach y peOeHKa.

e Ecnu Bamn peObeHOK NpHHUMAET KaKOu-Iu00 U3
CIIeOyIOMINX JIEKapCTBEHHBIX MTPernapaToB: aMHuOdapOH,
OEeHOXHUH, XJIOPOXHUH HUJIM T€HTaMUIINH.

IIaHHBINA CIMCOK JIEKAPCTB U 3a00JIeBaHUl, KOTOPHIE
MOT'yT HeOJIaronpusTHO COUYEeTaThCs C IPUEeMOM TaHHOTO
IIperapaTa, He SIBJISIeTCs UCYEePIILIBAIOIINM.

[TPOKOHCYIBTUPYUTECH C BpadyoM UK (hapMalleBTOM
OTHOCHUTEJIPHO BCEX JIeKapCTBEHHLIX IIPerapaTos,
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 IIpernapaTa 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 IIpelapaTa, KOTOPLIM IPUHUMaeT Balll
pebeHOoK, 0e3 CorjIacoBaHUsI C BpadyoM.

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

e Co00O1MTE BCEM MEeOUIIMHCKUM PabOTHUKAM,
o0OecreynBalOIUM MeOUuIIMHCKOe 00CIyKuBaHUe
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Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKAPCTBEHHLIN IIperapar. ITO
Bpa4l, MeOCeCTPH], (apMalleBTLI 1 CTOMATOJIOTH
Bamiero pebeHka.

e BLIMOIHSANTE aHAIN3bl KPOBU B COOTBETCTBHUU C
yKa3aHHUSIMU Bpada. [IpOKOHCYILTUPYUTECH C
jledalliM BpadoM.

e MOXKHO IPUMEHSTH OPYTrHe JIeKapCTBEHHEBIE CPEOCTBA
15t o0erdyeHuss HHOY3MOHHBIX ITOOOYHBIX 9 (HEKTOB.

Ecnu Bawa po4b bepeMeHHa nam KOpMuT pebeHka
rpyablo:

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

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

IPEOYIIPE2KITEHUE/IIPENJOCTEPE2KEHMUE: XoT4
1 B PEeOKUX CIIy4YasaxX, HO Y HEKOTOPHIX IIAIlI€HTOB IIPHUEM
OAHHOI'O JIEKapCTBEHHOTO IIpenapaTa MOXKeT BBI3LIBATH
O4YeHb CEPhE3HLIE, a UHOTa U CMEPTEIBHO OIIaCHEIE
1mob6ouHbIe 3dPekTrl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHka nuinu oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIIBIO, eCcJii y Baiiero pebeHka umeeTcs n0001 u3
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IIePEeYNCIIEHHBIX HUXKE ITPU3HAKOB UJIN CUMIITOMOB,
KOTOPEIE MOTYT OBITH CBSI3aHBI C OYEHb TSIKEJIbIM
1TOOO0YHBEIM 3 PeKTOM:

e [IpH3HAKM aIIePrudeCcKou peakKIiny, TaK1ue KaK CHIIIb,
KpaIlluBHUIIA, 3y, IIOKPAaCHEBIIAss U OTeYHas KoxXa C
BOJIOLIPSIMH WM IIENIYIIIEHNEM, BO3MOXKHO B
COYeTaHMWM C IUXOPAOKOM, CBUCTSINEE UIU XPUIIAIIEE
ObIXaHHE, CTECHEHNE B TPYOHU UM TOPJIE,
3aTPyOHEHHOE ObIXaHWe, TJI0OTaHue UK Pedb,
HeOOBIYHAsI XPUIJIIOCTh, OTEYHOCTh B 00JIaCTH PTa,
nuna, ry0, s3blKa Ui ropia.

e [IpH3HAKM IMOBLIMIEHHOT O MJIN ITOHUKEHHOT 0
KPOBSIHOTO JIaBJIeHHsI, TaKHe KaK OYeHb CHUJIbHAS
roJIOBHAsI OOJIb UJIN I'OJIOBOKPYIKEHNE, OOMOPOK UIIU
3MEHEeHUSsI CO CTOPOHBI 3PEeHUSI.

e Ho/b B rpyOu, CTEHOKaAPOUs, TaXUKAPOUS UIIU
HapyIlIeHne CEPOeYHOTr0 pUTMa.

e 3BOH B yIlax.

e OmbIllIKa, Pe3Kni HaOOp MacChl Tejla UJIU OTEK PYK
UJIU HOT.

e HeoOBIYHBIE OUTYINIEHUS XKIKEHUSI, OHEMEHUS NN
IIOKAJILIBAHU .

e M3nuiiHee oTOOTOEJIEHUE.

4/11



e Y HEKOTOPHIX MAIIMEHTOB BO BPeMS MHPY3UU 3TOTO
IIperapaTa BO3HUKAIN OYeHb TSAXKeJIble TOOOYHBIE
3(pPeKThl. [IpDOKOHCYIBTUPYUTECE C Bpa4YOM, €CJIH BO
BpeMs: nH(Qy3uu mnpemnapara y Bamero pedbeHka
BO3HHUKAIOT 00JIb B IPYOM, TaXUKaPOUs, BEICOKAs
TeMIlepaTypa UJIxd 03HOO, runmepeMus, ToJI0BHasA OOJIb,
IIOKpPaCHEeHUe, OObIIIKa, 00JIb B 2KUBOTE, TOIITHOTA UIIN
PBOTA, a TakKxke gpyrue 1modo4yHbie 3PHEKTHI.

KakoBbl HeKoTopble apyrue nodboyHsie 3 eKTbl
OAHHOrO JIeKapCTBEHHOro npenaparta?

JI:00011 TeKapCTBEHHBIM IIpeIapaT 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 ['o10BHAs1 OOJIb.

e [Unepemus (pyMsiHeII).

e UyBCTBO I'OJIOBOKPY2KEHHSI, YCTAJIOCTH NUJIX CIa0O0CTH.
e TOIIIHOTA UJIX PBOTA.

e Hoib B XKMBOTE UJIU OUapes.

o YIpm.
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e Tpemop.

YyBCTBO Kapa UIU X0JIoaa.

CUMIITOMEI, HAalIOMUHAIOIIHUE I'PHUIIII.

e Karmejs.

Pa3gpaxxeHue HOCa WU ropiia.

e HOJIb B CIIMHE, MHIIIIIAX MJIN CyCTaBaxX.

OTeK CyCTaBOB.

Bobk B pyKax ujiu Horax.

Pa3mpakeHue B MeCcTe IIPUMeHEeHH!sI JTeKapCTBEHHOT O
Ipenapara.

ITaHHBIM COIHNCOK BO3MOXKHBIX TOOOYHEIX 3(PEKTOB HE
SIBJISIETCS MCUYepPIIbIBaOIUM. Eciiu y Bac BO3HUKIIHU
BOIIPOCHI KacaTeJIbHO MOOOYHEIX 3(h(PEKTOB, 0OpaTUTECH K
Bpaudy Bamiero pebexka. [IpOKOHCYTBTUPYUTECH C
Bpa4yoM Baiero pebeHka OTHOCUTEJIbHO MOOOYHEBIX

3¢ PeKTOB.

Brl MOzKeTe COOOIIUTE O PA3BUTHH ITOOOYHBIX 3(hPEKTOB
B HAITMOHAJIbHOE yIIpaBJIeHHE 30PaBOOXPaHEHUS.

Kak sy4yuwie BCcero gaBaThb 3TOT JIeKAPCTBEHHbIN
npenapart?

IlaBaviTe maHHLIM IpemnapaTr Bamemy peOeHKY B
COOTBETCTBUU C IIPEeOrnucaHusIMu Bpayda. [IpouuTaite
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BCIO IIpeagoCTaBieHHy0 Bam nHpopmalnwo. CTporo
CJIeOyuTe BCEM MHCTPYKIIHASAM.

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

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

e CBsIKHTECH C BpadoM Baimmero pebeHka, YTOOHI
BBISICHUTH XOIO DAJIbHEUINTUX NEeUCTBUHA.

Kak MHe XpaHuTb 1 (nnm) BbIOpOCUTDb 3TOT
JieKapCTBEHHbIA 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
Balrero pebeHKa He YMEHBIIAIOTCS, UM OTMEeYaeTCsd
yXyOIlleHne, oOpaTuTech K Bpauy Bamiero pebeHka.

e He menurtech 1eKapcTBOM BallleTo pebeHKa C OPyTrUMU
11 He JaBalTe 4be-Iu00 JIEKapPCTBO BallleMy PeOeHKY.

e XpaHHUTE BCe JIeKapCTBEHHLIE IIpernaparThl B
0e30ImacHOM MecTe. XpaHUTe BCce JTeKapCTBEHHEIEe
IIpemnapaThl B MecTe, HeJOCTYIIHOM [JIs JeTel 1
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JOMAITHUX 2KUBOTHBHBIX.

e YTUNMHU3UPYUTE HEUCIIOIL30BaHHBIE JTIEKAPCTBEHHEIE
IIpenapaThl UK IpernapaThl C UCTEKIIINM CPOKOM
rogHocTu. He BrIIuBaMTe B TyajleT UM KaHAJIN3allHUIo
0e3 COOTBETCTBYIONIMX YVKa3aHUM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTENIBHO YTUIN3allNH JIEKAPCTBEHHBIX
IIpernapaToB, IIPOKOHCYIbTUPYUTECH C (papMalleBTOM.
B BaIieMm permoHe MOTyT OeMCTBOBATh IIPOrPaMMBbl
YTUIN3AIMU JIeKapCTBEeHHBIX IIPeIlapaToB.

e K HEKOTOPHEIM JIEKAPCTBEHHBIM IIperapaTaM MOT'yT
IIpujaraTbCs Opyrue nHpopMalliOHHbIE JIUCTKU OIS
nanueHTa. Ecnu y Bac ecTh BOIIPOCEHI, Kacarluecs
OAaHHOT'O JIEKapCTBEHHOI' O IIpernapara,
IIPOKOHCYJIbTUPYUTECH C BpauyoMm Bailiiero pebeHka,
Me[acecTpou, ¢papMalleBTOM MJIN APYTUM PaOOTHUKOM
30PaBOOXPaHEHUS.

e ECi BB cCUMTAETe, UYTO IPOM3IOIIJIa Iepeao3nPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEHTP UJIK O0paTUTECH 3a
MEeOUITMHCKOM IIOMOIIbLI0. BygbTe roTOBEI COOOIINUTD
1JIU II0Ka3aTh, KaKOM IpelaparT Bhl IIPUHSIJINA, B KAKOM
KOJIMYEeCTBEe U KOTa 3TO IMPOM3IOIIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm nortpedurenem um
OrpaHu4YeHue OTBEeTCTBEHHOCTH

9Ta 00001IeHHasa nHGopMalusa BKII04YaeT KpaTKHe
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CBEOEHUS O AuarHo3e, Je4eHuHu U/UIn JIeKapCTBEHHOM
npemnaparte. OHa He SBJISIeTCS BCEOObEeMITIONINM
NCTOYHHUKOM OAaHHBIX U JOJI2KHA HCIIOJIb30BAThCS B
KadeCTBe HHCTPYMEHTA, IIOMOTaIOIIEro II0JIb30BaTEIII0
IIOHATH U (MJIN) OLIEHUTHh IIOTEHIINAaJIbHbIE BapPHUAaHTEI
ouarHocTuku u jedenusi. OHa HE BkirodyaeT B ceds BCIO
MHMOPMAIINIO O COCTOSIHUSX, METOHdaX JIEUEHHH,
JIeKapCcTBaX, IIOOOYHEIX 3(pdheKTax uian puckax, KOTOpPhIE
MOTYT OTHOCUTBLCS K KOHKPeTHOMY mnamnueHTy. OHa He
OOJI2KHA CYUTAThCS MEeOUIIMHCKOM KOHCYJIbTalluen NUun
3aMEeHOU MEeOUIIMHCKOU KOHCYJIbTallu¥, OUarHOCTUKU
NI JIeUEeHU S, MPEeOOoCTaBJIsI€eMbIX BPa4OM Ha OCHOBE
Bpa4yeOHOT0o 00CIeJoBaHUs U OIIeHKY KOHKPETHHIX U
YVHUKAJIbHEIX OOCTOSITENILCTB HaleHTa. [1aiiieH T
OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauoM [OJI
IIOJIy4EeHU s IIOJTHOU MH(OPMAaIUM 0 CBOEM 3[OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeYeHU s, BKII04Yasd
JTI00BIe PUCKU UJIM IPEUMYINECTBA B OTHOIIIEHUU

M CIIOJIb30BaHMS JIeKapCcTB. [laHHass nHpopMaliisa He
SIBJIIETCSI TaPAaHTUEN TOTO, YTO BU[, JIEYEHUS UJIU
JIeKapCTBEHHBIN IIperapaT 0e3omnaceH, ad@eKTuBeH Uln
OmoOpeH IJisd TeYeHUsI KOHKPETHRIX IallueHTOB.
ITpepnpusatue UpToDate, Inc. u ero mouepuue
IIPEeONpPUsITHSA OTKAa3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeNIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIMEe UJIN ee
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TOM MHPOPMaAIUN
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PEryINPYeTCs YCIOBUSIMU UCIIOJIb30BaHUSI,
IIpefCcTaBJIeHHBIMH Ha BeO-CTpaHHUIle
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2021-10-21

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

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 Hallleun
BHUPTYyaJIbHOU OMOIMOTEKE Ha cauTte www.mskcc.org/pe.

Agalsidase Alfa - Last updated on December 12, 2022
Bce nipaBa 3amuinieHbl ¥ nprHaajaexaTt Memorial Sloan Kettering
Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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