MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Olipudase 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
Xenpozyme

Toproeble HaMuMeHOBaHuA: KaHapa
Xenpozyme
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NMpepynpexpeHue

e [Ipu NnpuMeHEHNN OaHHOIO IIpenapaTta BO3HUKAIU
TsI2KeJIble ajlyIeprudYecKue peaknuu. MHorga oHu
HOCHJIM YI'POKAKIIUYN JKU3HU XapaKTep. ITO
MOZKET MPOU30UTHU IMOCIIe IpueMa PeOeHKOM
IIEPBOM OO3BI UJIK B JTII000€ BPEMS BO BPEMSI
JIedeHUs 3TUM IpenapaTtoM. Bo BpeMs nmpuemMa
9TOrO0 IIpenapaTa u B TeUeHHue HEKOTOPOTr o
BPEMEHH IIOCJIEe 3TOT0 Balll peOeHOK OymeT
HaAXOOWUTHLCS MOM TIHATEIbHLEIM HAaOIIOOEeHUEM.

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

e Mcmonb3yeTcd Ojid Jie4YeHUd HeqOCTaTOYHOCTU KUCJIOHU
churromuenuua3sl (ASMD).

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

e Ecnu y Balmero pebeHKa ajjieprus Ha JaHHBIN
IIpemnapar, JII00ble ero COCTABISAIOIINE, IPYTHe
IIpenapaThl, IIPOAYKTHI INTAaHUS UJIA BEIlleCTBa.
Coo0O1rTe Bpauy 00 aajepruu u 0 TOM, KaK OHa
IIPOSIBIISAIACh Y peOeHKa.
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CodyeTaHue 3TOrO IIpernapara C HEKOTOPbIMU
JIeKapCTBaMHU 1 3a00JI€eBaHUSIMUN MOIKET OBITh
HeOJIaronpusiTHO.

[TPOKOHCYIBTUPYUTECH C BpayoM UK (hapMalleBTOM
OTHOCHUTEJIPHO BCEX JIeKapCTBEHHLIX IIPernapaTos,
KOTOphIEe IIPUHUMAET Balll pe0eHOK (KaK pelelTyPHHIX,
TaK 1 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, KOTOPhle OH
y2Ke npuHuMaeT. He cinegyeT HauMHATD, IIPeKpaniaTh
IIPHEeM UK U3MEHSATh JO3UPOBKY KaKOIr0-JIn0o0
JIEKAPCTBEHHOTO IIpeliapaTa, KOTOPLIM IPUHUMAaeT Balll
pebeHoK, 0e3 CorjIacoBaHUsI C BpadyoM.

YTO MHe HeobxoAuMO 3HaTb UM AenaTb, NoOKa MOM
pebeHOK NpMHMMaeT JaHHbIK npenapar?

e Co0OIIMTE BCEM MEOUIIMHCKNM PaOOTHHUKAM,
obOecrnedymnBaIOIUM MEOUIIMHCKOE 00CITyKNBaHHUE
Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKAPCTBEHHLIU IIperapar. ITO
Bpa4l, MeOCeCTPHl, (apMalleBTEI 1 CTOMATOJIOTH
Bamiero pebeHkKa.
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e BEITONHSNTE aHAJIN3LI KPOBU B COOTBETCTBUU C
yKa3aHUSIMU Bpada. [I[pOKOHCYIBTUPYUTECEH C
jledaniuM BpadoM.

e [Ipu IpuMEeHEHNHU 3TOr0 IpelapaTa HabmIooanuch
MHQPY3NOHHLIE peaKuu. Coo01uTe Bpady, €CIN BO
BPEMsI MM IMOCJie nH(Py3uu y Baliero pedbeHka
IIOSIBUTCS T'OJIOBHASA 00JIb, BEICOKAsI TEMIIepaTypa Teia,
TOIIHOTA, PBOTA, 3y, KPaluBHUIIA WX JTIIO0OBIE OPYTHE
HexXeaTelbHbIe 3()PEKTHI.

e Ecnu manmmeHT — peOeHOK, UCIIONb3YUTE 3TOT
rpernapaT C OCTOPOXKHOCTBIO. Y IeTeu PUCK
BO3HUKHOBEHHUSI HEKOTOPHBIX IMTOOOYHBIX 3(PPEKTOB
MOZKeT OBITh 00Jiee BEICOKHM.

e Ecnu Balll peOEeHOK HaXOOUTCH B IEeTOPOOHOM
BO3pacTe, Iepea HavaJioOM IpueMa mperapara
Heo0X0OuMO IPOBECTHU TECT Ha OEePEMEHHOCTD, YTOOHI
yO0eguThCs B OTCYTCTBUH OEPEMEHHOCTH.

Ecnn Baw pebeHOK BepeT uanm MoXXeT BeCTH
NOJIOBYIO XXU3Hb:

e IIpu npuMmeHeHUM Ballley JOo4epPhIO IEKaPCTBEHHOI'O
IpemnapaTa BO BpeMsi 0epeMeHHOCTH BO3MOXKHO
BpeOHOe BIMSHKE IIpernapaTa Ha IIJIOM.

e Ecnu Ballla Jo4yb MO2KeT 3a0epeMeHeTh, OHa JOJIKHa
HCIIOJIb30BATh IIPOTHBO3a4YaTOYHOE CPEACTBO B II€PHO]I
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IIPUMEHEHHUS 3TOr0 mperapara U B TeyeHue 14 nHeu
I10CJIe TIOJIyYeHUs IMocjiegHen no3bl. Eciu Bail
pebeHOoK 3abepeMeHeeT, HeMeOJIeHHO 00paTUuTecCh K
Bpayuy.

Ecnu Bawa po4yb KOPpMUT pebeHKa rpyablo:

e CooOmmuTe Bpauy, ecinu Bamia godybs KOPMUT peOeHKa
rpynobio. Bam HeoOxoguMo OymeT
IIPOKOHCYJIbTUPOBATHCSI O BO3MOXKHEIX PUCKAX OIS
pebeHKa.

O Kakux nobou4HbiX 3cpceKkTax MHe cnepyeT
HeMepnJIieHHO coo0LwWaTh nevyawemy Bpadyy Moero
pebeHka?

INPEOYIIPE2KITEHUE/IIPENOCTEPE2KEHHMUE: XoTa
1 B PeOKHUX CIIy4dasiX, HO Y HEKOTOPHIX MMallueHTOB [IPUEM
OAaHHOTO JIEKapCTBEHHOI'O IIpernapaTa MOXKET BEI3LIBATh
O4YeHb CePhbe3HbIie, a MHOTda U CMEPTEJIbHO OIlaCHbIE
1mo0ouHbIe 3pPekThl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHka ninu oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIBIO, eciid y Bamiero pebeHka nMmeeTcs n000u U3
[IePEYUCIIEHHBIX HUXKEe IPHU3HAKOB UJIM CUMIITOMOB,
KOTOPEIE MOTYT OBITH CBSI3aHBI C OYEHb TSIKEJIbIM
1T000YHBEIM 3 PeKTOM:

e [Ipu3HaKM alIeprudecKor peakIiiiy, TakKie KaK ChINb,
KpanuBHUIIQ, 3y[, IOKPACHEBIIAs M OTe4YHasa KOoxXKa C
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BOJIABIPSIMU UJIN IIEeNIyIIeHHeM, BO3MOXKHO B
COYETAaHHUMU C INXOPAOKOM, CBUCTAIIEE UJIN XPUIISIIee
ObIXaHUe, CTECHEHHE B TPYON NN TOpJIe,
3aTPYOHEHHOE ObIXaHHe, TJII0TaHHe UJIU Pedb,
HeOoOBIYHAas XPUIJIOCTh, OTEYHOCTL B 00JIaCTH PTa,
1A, Ty0, I3bIKa UJIU TopJia.

Bricokas TeMmriiepartypa.

CunpHOE T'OJIOBOKPYKEeHHEe NI 0OMOPOK.
OnepIIiKa.

YualmeHHoe cepaliebueHue.

Pa311pa}KeHI/Ie HNIJINA IIPUIIYXJIOCTDB, KOI'Ia 3TOT IIPEIlapaT
II0IIaga€T B OPIraHU3M.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ pekTbl
AAHHOrO JleKapCTBEHHOro npenaparta?

JI:0001 TeKapCTBEHHBIM IperapaT MOXKeT UMETh

1mo0o4uHbIe 3QPekThl. OTHAKO Y MHOTHUX JTI0Oey IOO0YHEIE

3¢ dekTrl MO0 He3HAUYUTENbHEIE, TN00 BOOOIIE
OTCYTCTBYIOT. CBSIXKUTECH C BpadyoM Barlmero pebeHkKa

I 0O0paTUTECh 3a MEOUIIMHCKON MOMOIIBLIO, €CJIA
JII000H M3 3TUX UJIU APYTUX ITIOO0YHEIX 3hGHEKTOB
OecriokouT Bariero pebeHka, UM €CJIM OH He IPOXOOUT:

e ['O;1OBHAasa O00JIb.

e ToIIHOTA WX PBOTA.
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e Hoib B XKMBOTE UJIU OUapes.

HacMmopk.

bosnb B CyCTaBaX HUJIN MBIIIIIAX.

e Karmejs.

IIokpacHeHUe rias.

Pa3gpaxkeHue HOCa UJIU Topiia.

e OmIyIIeHue yCTaJIOCTH UK CJIab0CTH.

ITaHHBIM COINCOK BO3MOXKHBIX TOOOYHEIX 3(PEKTOB HE
SIBJISIETCS MCUYEepPIIbIBaOIUM. Eciin y Bac BO3HUKIIHU
BOIIPOCHI KacaTeJIbHO MOOOYHEIX 3(h(PEKTOB, 0OpaTUTECH K
Bpaudy Bamiero pebexka. [IpOKOHCYJTbTUPYUTECEH C
BpadyoM Baiero pebeHka OTHOCUTEJIbHO MOOOYHEBIX

3¢ PeKTOB.

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

Kak sy4yuwie BCcero gaBaThb 3TOT JIEKAPCTBEHHbIN
npenapart?

IlaBaviTe maHHLIM IpemnapaT Bamemy peOeHKY B
COOTBETCTBUU C IIPEeOrnucaHusIMu Bpada. [IpouuTaite
BCIO IIpeaoCcTaBiieHHy0 Bam nHpopmaliuwo. CTporo
CJIedyUTe BCEM MHCTPYKIIUSAM.

e OTOT IpenapaTt BBOOAT NHPY3MOHHO BHYTPUBEHHO
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HEIIPEPHBIBHO B TEHEHHUE OIIPpeneZIEHHOI'O BPEMEHMU.

e MOXKHO MPUMEHSTh OPYTHe JIEKaPpCTBEHHBIE CPEOCTBA
o151 o0erdyeHuss HHOY3MOHHBIX ITOOOYHBIX 9 (HEKTOB.

Y10 menartb, ecnm MOU pebeHOK NponycTUT NpMemM
A,03bl JIeKapCTBEHHOro npenaparta?

e CBsIXKHUTECH C BpauoM Baimero pebeHka, 4TOORI
BBISICHUTD XOO ODAJIbHEUINNX NEeNUCTBUM.

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

e Ecnu BaM HE0OXOOUMO XPaHUTh 3TOT JIeKapCTBEHHBIN
IIpemnapaT goMa, Y3HalTe YCJIOBHUS ero XpaHeHUusd y
Bpaua Balllero pebeHKa, MefIcecTpPhl UiIu papMalleBTa.

OOLiMe cBepeHUA O JieKapCTBEeHHbIX npenapartax

e ECIM CUMIITOMBEI UJIM HAPYIIEHUS COCTOSIHUS 3O0POBbS
Barero pebeHKa He YMEHbBIIIAIOTCS, UJIU OTMedaeTCs
yXyOuieHue, oOpaTuTech K Bpauy Bailiero pebeHka.

e He menuTech 1eKapCTBOM Balllero pebeHKa C OpyTruMU
1 He JaBalTe 4be-Iu00 JIeKapPCTBO BallleMy pPeOeHKY.

e XpaHUTE BCe JIEKapPCTBEHHLIE IMpernapaThl B
0e30macHOM MecCTe. XpaHUTe BCe TeKapCTBEHHEIE
IIperapaTsl B MeCTe, HEOOCTYIIHOM [JISI HeTeu U
OOMAIITHUX JKHUBOTHBIX.

e YTUTHU3UPYHUTE HEHUCIOJIb30BaHHLIE IEKAPCTBEHHEIE
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IIpenapaThl UK IpernapaThl C UCTEKIIINM CPOKOM
rogHocTu. He BeIIMBaMTe B TyajleT UM KaHaJIN3allHlIo
0e3 COOTBETCTBYIONIMX YVKa3aHUuM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTENIFHO YTUIN3allNH JIEKAPCTBEHHBIX
IIpernapaToB, IIPOKOHCYIbTUPYUTECH C (papMalleBTOM.
B BaIieM permoHe MOTyT OeMCTBOBATh IIPOrPaMMBbl
YTUIN3AIMY JIeKapCTBEeHHBIX IIPeIlapaToB.

e K HEKOTOPHEIM JIEKAPCTBEHHBIM IIperapaTaM MOT'yT
IIpujaraTbCs Opyrue nHpOpMaIllMOHHBIE JINCTKU OJIS
nanueHTa. Ecnu y Bac ecTh BOIIPOCEHI, Kacarliuecs
OAaHHOT'O JIEKapPCTBEHHOTI' O IIpemnapara,
IIPOKOHCYJIbTUPYHUTECH C BpadyoMm Bairiiero pebeHka,
Me[acecTpou, ¢papMalleBTOM HJIN APYTUM PaOOTHUKOM
30PaBOOXPaHEHUS.

e ECi BB cUMTAeTe, YTO IPOM3IOIIJia Iepeao3nPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEHTP UJIK O0paTUTECH 3a
MEeOUITMHCKOM IIOMOIIBLI0. BygbTe roTOBE COOOIINUTD
1JIU II0Ka3aTh, KaKOM IpelaparT Bhl IIPUHSIJIN, B KAKOM
KOJIMYEeCTBE 1 KOTa 3TO MPOM3IOIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm norpedurenem um
OrpaHu4YeHune OTBEeTCTBEHHOCTH

9Ta 00001IeHHasa nHQopMalusa BKII04aeT KpaTKHe
CBeJIeHH’s O JuarHo3e, JIeYeHUHU U/UJN JeKapCTBEeHHOM
npenapaTte. OHa He SIBISIETCS BCEOOBEMITIONINM
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NCTOYHHUKOM OAHHBIX U JOJI2KHA HCIIOJIb30BAThCS B
Ka4yeCTBe HHCTPYMEHTA, IIOMOTaIOIIEro II0JIb30BaTEIII0
IIOHATH U (MJIN) OLIEHUTHh OTEHIINAaJIbHbIE BaPHUAHTEI
ouarHocTuku u jedeHus. OHa HE BkirodyaeT B ceds BCIO
MHMOPMAIINIO O COCTOSIHUSX, METOdaX JIEUEeHHH,
JIeKapCTBaX, IIOOOYHEIX 3(pdeKTax uin puckax, KOTOpPhIE
MOTYT OTHOCUTBLCS K KOHKPeTHOMY mnanueHTy. OHa He
OOJI2KHA CYUTAThCS MEeOUIIMHCKOM KOHCYJIbTalluen UK
3aMEeHOU MEeOUIIMHCKON KOHCYJIbTallu¥, OUAarHOCTUKU
NI JIeUEeHU S, MPEeOgOoCTaBJIsIEMbIX BPa4OM Ha OCHOBE
BpayeOHOTro 00CIeoBaHus U OIIeHKU KOHKPETHHIX U
YVHUKAJIbHEIX OOCTOSITENILCTB HaleHTa. [1aineH T
OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauoOM [OJId
IIOJIy4EeHU s IIOTHOU MH(OPMAaIU! 0 CBOEM 3OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeYeHU s, BKII04Yasd
JTI00BIe PUCKU HUJIM MPEUMYINECTBA B OTHOIIIEHUU

M CIIOJIb30BaHMs JIeKapCcTB. [laHHass nHpopMaliusa He
SIBJISIETCSI TaPaHTUEN TOTO, YTO BU[, JIEYEHUS UJIU
JIeKapCTBEHHBIN IIperapaT 0e3omnaceH, 3d@eKTUBeH Uln
OmoOpEeH Jisl IeYeHUsI KOHKPETHRIX IallMeHTOB.
ITpegnpusartue UpToDate, Inc. u ero gouepuue
IIPEeONpPUSITHSA OTKAa3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIe UJIN ee
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TON MHPOPMaIUN
PEryINPYETCS Y CIOBUSIMU MCIIOJIb30BaHUS,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIEe
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https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2024-10-18

ABTOpCKOe npaBo
© UpToDate, Inc. u ee appunupoBaHHEIE KOMIIaHUN
u/unu nuieH3uapel, 2024. Bce nipaBa 3allUIIEHHI.

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 cauTe www.mskcc.org/pe.

Olipudase 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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