MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI 014 MAUMEHTOB N YXAXKUBAKOLNX 3A
HUMW JTNL,

Miglustat

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

Opfolda; Yargesa; Zavesca

Toproeblie HauMeHoBaHuA: KaHapa
SANDOZ Miglustat; Zavesca

Ona 4ero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapat?

o IIpumeHsieTcs OJisi TedeHus 6one3nu ['ore.

e Ecnu Bam peOeHOK IojTy4as JaHHBIM JIeKapCTBEHHBIM IIpemapar I10
KaKoM-1u00 Opyrou mpuymnHe, y3HaNWTe Y Bpada O IIPeuMyliecTBax U
puckax. [IpOKOHCYNIbTUPYUTECH C Bpa4OM IIPU BOSHUKHOBEHWM BOIPOCOB
WJIM OTTaCEHUU 110 TTOBOAY MPUMEHEHMS JaHHOT O IpemnapaTra BammMm
pebeHKOM.

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

e Ecnu Y Baliero pe6eHKa aJlJieprusd Ha OAaHHBIN IIperapart, JII00BIEe ero
COCTaBJIdOIIIrE, OPyTrUe IIpeliapaThl, IIPOOYKTEI IINTAHWUA WUJIXN BEIIIECTBA.

CoobmiuTe Bpauy 00 aJJIEPTUU U O TOM, KdK OHaA ITPOsABIIAJIACE ¥ pe6eHKa.
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e Ecnu y Baiiero pebenka 3aboyeBaHle MMOYEK.
Ecnun Bawa po4yb KOpMUT pebeHKa rpyablo:

e CnemuTte 3a TeM, 4TOOHI Ballla moubs He KOpMHUJIa I'PYObI0 BO BpeMs
IIpUMEeHEeHUs JaHHOTO ITperapara.

HaHHBIﬁ CIIMCOK JIEKapPCTB U 3360H8BaHHfI, KOTOPkBIE MOT'YT He6J'[al"OHpI/IHTHO
CO04YeTaThCid C IIPUEMOM OTaHHOT O IIpellapaTa, He ABJIsAeTCsa MCUHEePIIbIBAIOIIIM.

[TPOKOHCYIbTUPYUTECH C BPAYOM UJIM (papMalleBTOM OTHOCUTEIBHO BCEX
JIEKAQPCTBEHHLBIX ITPEeIrapaToB, KOTOPhle MPUHUMAaET Balll pefeHOoK (Kak
PelenTypPHBIX, TaK U IpruoOpeTaeMbIX 0e3 pelerTa, HaTypPalbHbIX
IperapaTax ¥ BUTaMUHAaX), a TakXkKe 0 IIpobjieMax C ero 3OopoBbeM. BaMm
HeoOX0IUMO yOOCTOBEPUTHCS, UTO IIPUEM HJAaHHOTO IperapaTta 6e3oIaceH
rpu 3a001eBaHUSX Ballero pebeHka U B COYeTaHUU C APYTUMU
JIeEKapPCTBEHHBLIMHU MIpellapaTaMy, KOTOPLIE OH yKe IpuHuMaeT. He crnemyeTt
HaYWHAaTh, IpeKpalllaTh IPUeM WU U3MEeHSITh JO3UPOBKY KaKOTo-1ubo
JIEKapCTBEHHOT O IpenapaTa, KOTOPhIM IPUHUMAET Balll pebeHoK, 0e3
COTJIaCOBaHMs C BpauoOM.

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

e CooOmuTe BCeM MeIUIIMHCKUM pPabOTHUKAM, 00eClednBaIoIuM
MeOUuIIMHCKOoe o0cyKuBaHue Baiiero pebeHka, o ToM, 4To Bainr pebeHOK
IIPUHUMAET 3TOT JIEKapCTBEHHEIHM IIpemnaparT. 9TO Bpayu, MeaCeCTpPHI,
¢bapmaneBTH 1 cTOMaTOJIOTH Barero pebeHka.

e Barir pe6eHOK MOXKET cTaTh 00Jiee MOABEPKEHHBIM KPOBOTEUEHUSIM.
[TpuMuTe Mephl, 4TOOLI BaIil pebeHoK co0Iroman OCTOPOXKHOCTD U
n3berasn mony4dyeHus TpaBMm. [IpocnenguTte, 4yToObI Batr pebeHOK
II0JIb30BAJICSI MSITKOU 3yOHOU IIIETKOM.

e Crnemgute 3a TeM, 4TOOBI peOEHOK ITPOXOOMII aHaInu3bl KPOBU U OPYyTrue
smabopaTOpPHBIE aHAIN3bl B COOTBETCTBUY C YKAa3aHUSMU Bpaya.

IlaHHBIN JIeKapCTBEHHLIN IpenapaT MOXKET BhI3bIBATh Auapeio. Ecnu y
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BaIiero pebeHka HabJIogaeTcs auapesi, IPOKOHCYIbTUPYHUTECh C BpaYoM
o criocobax ocnabieHus maHHoTro 3¢ dekTa. Hemb3ss pe3ko mpekpaliaTh
IIpHeM JaHHOTO JIEKaPCTBEHHOTO IpenapaTa pebeHkom 6e3
KOHCYJIbTAIIUH C BPQYOM.

e CyieguTe 3a TEM, YTOORI pGGGHOK IIpugep2KuBajJiCsa oJUEeThbl B COOTBETCTBHUU
C YKAa3daHHUAMH Bpada.

e B HEKOTOPHIX CiIydasXx IIpemapaT MOXKET BIUATh Ha CKOPOCTh poCTa y
OeTeu U IIOAPOCTKOB. UM MOXKeT MOHamoOUThCS peryJsspHas IIpoBepKa
CKOpPOCTH pocTa. [IpOKOHCYNIbTUPYUTECH C BPAa4YOM.

Ecnun Bawa po4yb bepemMeHHa:

e [Ipu npuMeHeHuU Balieil mo4yephio JIeKapCTBEHHOT O IIpemnapaTa BO BpeMs
OepeMeHHOCTH BO3MOXKHO BpedHOe BJIMSHUE IIpernapaTa Ha maofn. Eciu
Barra gours 6epeMeHHa uiau 3abepeMeHeeT BO BpeMsi ITprueMa JaHHOTO
IperapaTa, HeMeOJIeHHO CBSIZKUTECh C JIedallluM BpadoM.

O Kakux nobou4HbIX 3cpceKkTax MHe cnepyeT
HeMepnJiIieHHO coo0LwWaTh Nevyalwemy Bpadyy Moero
pebeHka?

IMPEOYIIPE2KTEHUE/ITPENJOCTEPE2KEHMUME: X0Ts 1 B peOKuX
cly4asiX, HO Y HEKOTOPBIX TallMeHTOB IPUEM JaHHOTO JIEKapPCTBEHHOT O
IIpernapaTa MOXKeT BhI3bIBaTh OUE€Hb CEPhe3HbIe, @ MHOTa U CMEePTEJIbHO
omacHbIe MoOo4YHBIE 3(pdeKTrl. HeMenneHHO CBSIXKUTECh C BpayoM Baero
pebeHKa unu oopaTUTECh 3a MEOUITMHCKOM IOMOIIIBI0, eciu Y Bamrero
pebeHKa uMeeTcs 110001 U3 IIePeYrCIEeHHBIX HIUXKe ITPU3HAKOB UJIN
CHUMIITOMOB, KOTOPBIE MOTYT OBLITh CBSI3aHBI C OYEHbDb TSIKEJIBIM ITOOOYHBIM
aphekToM:

e [[pu3HaAKU alIeprudeckKor peakliiyi, TakKrue KaK Chillb, KpaIlluBHUIIA, 3y,
IIOKpPaCHEeBIIasa U OTeYHasi KOXKa C BOJIABIPSAMU WU HIEJTyIlIeHHUEM,
BO3MOXKHO B COUYETAHUU C JINXOPAAKOM, CBUCTSIIIEE UJIN XPUMSIIEE
ObIXaHle, CTECHEHUE B TPYyOY UJIM TOpJie, 3aTPYOHEHHOE OhIXaHue,
TJI0TaHWE UM Pedb, HeOObIYHAasI XPUIIIIOCTh, OTEYHOCTh B 00J1aCTH PTa,
nuila, ry0, si3bIKa UIU ropiia.
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HeoObruHbBIE OINYIIMEHUA K2KEHHNSA, OHEMEHUSA NUJIN ITOKAJIbIBAHUI.

CnabocCTsb.

HN3meHeHUE 3PEHU.

o HapymeHI/Ie HUIJIn I10Tepd IIaMATH.

Tpemop.

TpymHOCTH C XOOBOOH.

KakoBbl HeKoTopble apyrue nodboyHsie s eKTbl
AAHHOrIO JIeKapCTBEeHHOro npenaparta?

JI:060¥ meKapCTBEHHBIN MpernapaT MOXKeT UMETh T000YHbIEe 9(PPEKTHI.
OpgHako y MHOTUX Tiofel nmodouHbie 3¢ HeKTh 1100 He3HAYUTENbHbIE, TH00
BOOOIIIe OTCYTCTBYIOT. CBAXKUTECH C BpauyoM Barrero pebeHka unu
oOpaTuTeCch 3a MEQULIMHCKOM IIOMOIILIO, €CJIN JTI000M M3 9TUX UIU OPYTUX
1mo0ouHbIX 9(pPeKkToB OecrmokouT Baiiero pebeHKa, UIU €ClId OH He
IIPOXOMUT:

L FOHOBOpr}KeHI/Ie WJIX TOJIOBHAsI OO0JIb.

L 3a1'[op, guapesd, 00JIb B 2KNBOTeEe, TOIITHOTa, PBOTa UJIN CHU2KEHHE
aIllIeTUTa.

e HM3xora.

e [ToTtepsa Beca.

e ["'a3oobOpa3oBaHue.

e BagyTue.

e CyxXOCTb BO PTYy.

e bosu B CIIUHE.

e Cria3Mbl MHBIIIIL] HOT.

e MrIllIeYyHbIE CYOOPOTH.

L OH_IYH_IGHI/IG TAXKECTU B PYKaX HUJIX HOT'aX.

JIro060e HeoOBsICHIMOE 00pa30BaHle KPOBOIIOATEKOB UJIM KPOBOTEYEHHUE.
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e HapyiieHust MEHCTPYaJIbHOTO IIUKJIA.

IlaHHBIW CITMCOK BO3MOXKHBIX ITOOOYHEIX 9(P(PEeKTOB He SABIISAETCS
rcuepnbiBaoIuM. Ecniu y Bac BO3HUKIIM BOIIPOCH KacaTeJIbHO ITOO0YHBIX
addekToB, oOpaTUTECh K Bpauy Bariero pedbenka. [IpOKOHCYIbTUPYUTECH C
BpauoM Baimero pebeHKa OTHOCUTENIBHO ITOO0YHBIX 3(p(hHEeKTOB.

Brel MoxkeTe COOGI_T_II/ITL O Pa3BUTHHU ITOOOYHEBIX 3(1)(1)8KTOB B HallUOHAJIEHOE
YIIPpaBJIEHHUE 30PABOOXPAHEHHUSI.

Kak slydqlle BCcero oaBatb 3TOT HEKapCTBEHHbIﬁ
npenapart?
IaBaliTe maHHBIM IpemnapaT BamieMy pebeHKYy B COOTBETCTBUHU C

rnpegnucaHusaMu Bpada. [IpounTanTe BCIO IIpeOoCTaBlIeHHYI0 BaMm
nHpopMmanuoo. CTPOro CieayuTte BCEM MHCTPYKIUSIM.

e JlyuIlle BCero maBaTh JaHHBIN JIEKAPCTBEHHLIN IpenapaT B IepephiBax
MexXOy IIprueMaMu MUIA UM B COOTBETCTBUHU C YKa3aHUSIMHU Bpada
Barmero pebeHka.

L HaBaﬂTe HaHHBIfI IIperiapaT B OOJHO MU TO 2Ke€ BpeMs OHA.

L HpOI[OJ'DK&ﬂTG OJaBaThb 3TOT HeKapCTBeHHBIﬂ IIpeliapaTt B COOTBETCTBHUHU C
YKa3aHUAMHU Bpadad Baiero pe6eHKa NI OPYyroro MEJUIIMHCKOI'O
paGOTHI/IKa, Haxe eCJIn 'y Baiero pe6eHKa Xopoiiee CaMO4YyBCTBHE.

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

e Bamremy pebOeHKYy He cjiegyeT IPUHUMATh IPONYIIEHHYIO 03y, HauTe
eMy/ell CliegyIolIy0 003y BOBPEMSI.

e He crnenyeT maBaTh OBOMHYIO 403y OMHOBPEMEHHO UJIHM IOIIOIHUTEJILHEIE
OO3HI.

Kak MHe XpaHuTb 1 (nnm) BbIOpOCUTDb 3TOT
JileKapCTBEHHbIA nNpenaparT?

5/8



e XpaHUTh TPU KOMHATHOM TeMIIepaType B CyXoM MecTe. He XpaHUTE B
BaHHOMH.

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

e YTUNU3UPYUTE HEUCIIOIb30BaHHbBIE JIEKaPCTBEHHEIE ITPerapaThl UJIH
IIperapaThl C UCTEKIIIMM CPOKOM IOOHOCTU. He BBIIMBANTE B TyasjeT UIN
KaHanu3aiuioo 6e3 COOTBETCTBYIOIINX YKa3aHul. Eciu y Bac eCTb BOIIPOCH
OTHOCHUTEJIPHO YTUIN3allul JIEKapCTBEHHEIX IIPenapaTos,
ITPOKOHCYIbTUPYUTECH C (hapMalleBTOM. B BallieM peruoHe MOryT
OelCTBOBATh MPOrpaMMbl YTUIIU3AIINY JIEKaPCTBEHHLIX IIPeIrapaTos.

OO e cBeaeHUsa O JyieKapCTBeHHbIX NpenapaTax

e Ecnu cuMnTOMEI MIU HaAPYIIIEHUST COCTOSTHUS 3I0POBhs Bartero pebeHnka
He YMEHbBIIIAI0TCsI, UJIU OTMeYaeTCs yXyhalleHue, o0paTUTeCh K Bpady
Baritero pebeHka.

e He genurech meKapCTBOM Ballero pebeHKa C APyr¥MMHU U He JaBalTe Ube-
nu0o JIeKapCTBO BallleMy peOeHKY.

e K HEKOTOPHEIM JIEKaPCTBEHHELIM IIpeliapaTaM MOTYT IIpUJjiaraTbCsa Opyrue
nH(pOpPMallMOHHBIE TUCTKHU OJId ITalueHTa. Eciu y Bac eCTh BOIIPOCHI,
Kacawllruecsa JaHHOI0 JIEKapCTBEHHOI'O IMperaparTa,
IIPOKOHCYJIbTUPYUTECH C Bpa4OM, MeCEeCTPOU, papMalleBTOM UJIU APYTUM
PabOTHHUKOM 3TPaBOOXPaHEHUS.

e Ecnu BB cunTaeTe, YTO IIPOM30IIIa ITEPEeI03uPOBKa IIpenapara,
HEeMeJIJIEHHO ITO3BOHUTE B TOKCUKOJIOTUYECKHUH IIeHTP HUIX 00paTHUTEeCh 3a
MeOUIIMHCKOM ITOMOIIbI0. byabTe TOTOBBI COOOIIUTD MU MOKAa3aTh, KAKOU
IIperapaT Bhl IPUHSIIN, B KAKOM KOJIMYECTBE 1 KOT/la 3TO IIPOU3OIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm nortpedurtenem um
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 00001eHHass nHpOpMaIus BKIIOYaeT KPpaTKHue CBeOeHUsI 0 uarHose,
JIeYeHUU U/UJIK JIeKapCTBEeHHOM IiperapaTte. OHa He SIBJISeTCs
BCEOOBLEMITIOIIUM HCTOUYHMKOM JaHHBIX U JOJI2KHA MCIOJIh30BaThCSI B
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KadyeCTBe MHCTPYMEHTa, IOMOTalMIIEero II0JIb30BaTE0 IIOHATh U (MJIH)
OLIEHUTH IOTEHI[UaJIbHLIE BapUaHThl JUarHOCTUKU U JiedyeHusa. OHna HE
BKJTIOUaeT B ce0s BCI0O MH(POPMAIIUIO O COCTOSTHUSAX, METOax JIeUeHHUs,
JileKapCcTBax, M000YHBIX a(deKTax UiIn prucKax, KOTOpPble MOTYT OTHOCUTHCS K
KOHKpeTHOMY HauueHTy. OHa He JOJI)KHa CYUTAThCI MEeOULIMHCKOU
KOHCYJIbTallMel UJIM 3aMEeHOU MEeOUIIMHCKOU KOHCYJIbTalluy, QUAarHOCTUKU
UV JIeYeHUsI, IIPegoCTaBJISeMbIX BpauoOM Ha OCHOBE BpaueOHOT0
o0cJieqoBaHus M OLIeHKM KOHKPETHBIX M YHUKAIbHBIX OOCTOSITEIHCTB
rnanueHTa. IlalueHThl JOJIKHEL IIPOKOHCYJIbTUPOBATHCS C BpauyoM [Jisd
IIOJTy4EeHUS IIOJTHOU MHPOPMAIIUU O CBOEM 3TOPOBbE, MEOUIIMHCKUX BOIIPOCAaX
11 BapHaHTaXx JIedeHus, BKIIo4Yas Iio0ble pUCKU UM IIPENMYIIECTBA B
OTHOIIIEHNY UCHOIb30BaHus JIeKapcTB. [laHHasd nHpopMalusa He SABISIEeTCS
rapaHTHeud TOro, YTO BU[ JIEUEHUS UJIU JIEKaPCTBEHHBIN IIpenapaT
O6e3omaceH, 3¢pheKTUBEH UIU OOO0PEeH OJis JiedeHUsI KOHKPETHBIX MallieHTOB.
[Ipepnpusatue UpToDate, Inc. u ero moyepHue nNpequpusaTUs OTKa3bIBalOTCSA
OT JIIOOBIX TapaHTUX UJTHA 0053aTEeJIbCTB, CBA3aHHLIX C 3TOM MHPOpMalueu
WUJIM €e UCMOoNIb30BaHueM. Mcrnonb30BaHue 3TOM HHPOPMAILUU PETYIUPYETCA
YcnoBusiMu MCNONIb30BaHUsI, TPeACTaBJIEHHLIMU Ha BeO-CTPaHUIle
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2024-10-14

ABTOpCKOe npaBo

© UpToDate, Inc. u ee abpunupoBaHHEIE KOMIIaHUU W/UIH JIMII€H3UAPHI,
2025. Bce nmpaBa 3alllUllleHHI.

7/8


https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms

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.

IoToMHUTENbHYI0 HPOPMAIINIO CM. B Hallle BUPTyaJIbHOM OMOIMOTEKE Ha
caute www.mskcc.org/pe.

Miglustat - Last updated on December 12, 2022
Bce npaBa 3amuilieHbl U IpuHagjexkaT Memorial Sloan Kettering Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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