MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Lumasiran

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
Oxlumo

Toproeble HaMuMeHOBaHuA: KaHapa
Oxlumo

Onsa 4yero Mcnosib3yeTcAa 3TOT JIeKapPCTBEHHbIN
npenapart?

e OH UCIIONB3YETCH AJIA JIeYeHUSI PEegKOTo
reHeTU4YeCKOoro 3a00eBaHusI, HA3EIBAEMOT O
IIePBUYHOU rurnepokcanypueu 1 tumna (PH1).

Y10 Heobxoaumo coodbwmuTb Bpauy, MPEXXOE HEM
MOM pebeHOK NpUMeT AaHHbIN JIeKAapPCTBEeHHbIN
npenapart?
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e Ecnu y Balrero pebeHKa ajjIeprus Ha JaHHBIN
Ipernapar, JTI00ble ero COCTaBIAI0INNe, OPYTHe
IIpenapaThl, IIPOAYKTHI IUTAaHUS UJIA BEIlleCTBa.
Coo0O1rTe Bpauy 00 aajepruu u 0 TOM, KaK OHa
IIPOSIBIISAIach y peOeHKa.

CodyeTaHue 3TOrO IIpernapara C HEKOTOPhIMH
JIeKapCcTBaMHU 1 3a00JIeBaHUSIMU MOXKET OBITh
HeOJIaronpusiTHO.

[TPOKOHCYNIBTUPYUTECH C BPAYOM U (papMalleBTOM
OTHOCHUTENIFHO BCEX JIEKAaPCTBEHHLIX IIPEIapaToBs,
KOTOPHBIE IIPUHUMAET Balll pe0eHOK (KaK PelelTyPHEIX,
TaK ¥ npuoOpeTaeMbIXx 0€e3 pellenTa, HaTypaJbHbIX
IIpenapaTax ¥ BUTaMMUHAaX), a TakKXKe 0 ImpobjieMax C ero
300poBEeM. BaM HEOOXOAUMO YOOCTOBEPUTHCS, UTO
IIpYeM OJaHHOTO IpemnapaTa 0e30IIaceH IMpHu
3a00JIeBaHUsIX Balllero pebeHKa U B COYEeTaHUU C
OPYTUMH JIEKAPCTBEHHLIMH IIpellapaTaMi, KOTOPhIe OH
y2Ke npuHuMaeT. He cnegyeT HauMHATH, IIPEKpaniaTh
IIPYEM UM U3MEHSATh JO3UPOBKY KaKOTr0-JIM0O0
JIEKAPCTBEHHOTO IpelapaTa, KOTOPLIM IPUHUMAaET Balll
pebeHoK, 0e3 CorjiacoBaHUs C BpadyoM.

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

e Co00OIIMTE BCEM MEOUIIMHCKUM PaOOTHHUKAM,
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oOecrnedymnBalOIUM MEOUIIMHCKOE 00CITyKNBaHHUE
Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKAPCTBEHHLIN IIperapar. ITO
Bpa4l, MeOCEeCTPH], (apMalleBTLI 1 CTOMATOJIOTH
Bamiero pebeHka.

Ecnu Bawa po4b OepeMeHHa nam KOpMuT pebeHka
rpyablo:

e [IPOKOHCYNIbTUPYUTECH C BPAYOM, €CJIM Ballla J0Yb
OepeMeHHa, 3a0epeMeHesia UJIN KOPMUT pebeHKa
rpynobio. Heobxomumo OymeT oOCyauTh IIPEUMYINeCTBa
1 PHUCKMU [JIs Balllel modYepu U ee pebeHKa.

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

IPEOYIIPE2KITEHUE/IIPENTOCTEPE2KEHMUE: XoT4
1 B PeOKUX CIIy4YasaxX, HO Y HEKOTOPHIX IIAIlIE€HTOB IIPHUEM
OAHHOI'O JIEKapCTBEHHOTO IIpemnapaTa MOXKeT BBI3LIBATH
O4YeHb CEPhE3HLIE, a UHOTa U CMEPTEIBHO OIIaCHEIE
1mob6ouHbIe 3dPekThl. HeMenneHHO CBIXKUTECH C BpadyoOM
Bamiero pebeHkKa Ui oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIIBIO, eCcJi y Bairero pebeHka uMmeeTcs I0001 u3
IIepedYmnCIIeHHLIX HUKe ITPU3HAKOB UJIN CUMIITOMOB,
KOTOPEIE MOTYT OBITH CBSI3aHBI C OYEHb TSIKEJIBIM
IT000YHKEIM 3 (PeKTOM:

e [Ipr3HAKM ajIepruyecKoun peakiiuy, TaKue Kak CHhIIlb,
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KpaIlluBHUIIA, 3y, IIOKPAaCHEBIIAss U OTeYHas KoxXa C
BOJIOLIPSIMY MM IMENYIIIEeHuEeM, BO3MOXKHO B
COYeTaHMWM C IUXOPAOKOM, CBUCTSINEE UIU XPUIIAIIEE
ObIXaHHE, CTECHEHNE B TPYOHU UM TOPJIE,
3aTPyOHEHHOE ObIXaHWe, TJIOTaHue UK Pedb,
HeOOBIYHAsI XPUIJIOCTh, OTEYHOCTh B 00JIaCTH PTa,
nuna, ry0, s3bIlKa Ui ropia.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ dekTbl
AAHHOrO JleKapCTBEeHHOro npenaparta?

JI:0001 TeKapCTBEHHBIM MIperapaT MOXKeT UMETh
1mo0ouHbIe 3 PekThl. OTHAKO Y MHOTHUX JTI0OOe IOO0YHEIE
3¢ dekTHl MO0 He3HAUYUTENbHEIE, TN00 BOOOIIE
OTCYTCTBYIOT. CBSIXKUTECH C BpadyoM Barlmero pebeHka
1Y 00PaTUTECh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JTI0001 M3 3TUX UM OPYTrux MO00O0YHBIX 3(P(HEKTOB
OecriokouT Barero pebeHka, UM €CJIM OH He IPOXOOUT:

e bosb, IOKpacHeHue, BocHalleHle UJIU PeaKkIiis B
MeCTe UHBLEKIINMN.

e boJIb B KUIIIEUHUKE.

ITaHHBIM CONCOK BO3MOIKHEIX TOOOYHEIX 3)(PEKTOB HE
SIBJISETCHA UCcUepnbiBawIiuM. Ecnu y Bac BO3HUKIIHN
BOIIPOCHI KacaTeJIbHO MOOO0YHEIX 3(P(PEKTOB, 0OpaTUTECH K
Bpauy Baimero pebeHka. IIpOKOHCYJIbTUPYUTECH C
Bpa4yoM Baiirero pebeHka OTHOCUTEIbHO MOOOYHEIX
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3¢ PeKTOB.

Bil MO2KeTe COOOIIUTE O PA3BUTHH ITOOOYHBIX 3(pPEKTOB

B HAIlMOHAJIbHOE YIIPaBJIeHNEe 30PaBOOXPaHEeHUs].

Kak ny4yuwle Bcero gaBaTb 3TOT JIeKapPCTBEHHbIN
npenapart?

IlaBaliTe maHHLIN IpenapaT Bamemy peOeHKY B
COOTBETCTBUHU C IIpPEeOnnucaHnusaMu Bpava. [Ipouutante
BCIO IIpeaoCcTaBiieHHy0 Bam nHpopmaliuwo. CTporo
CJIeOyUTe BCEM MHCTPYKIIUSAM.

e JI7151 MOOKOXKHBIX UHBLEKIINH.

e Ecnu Bam peOeHOK HaXOOUTCs Ha OUuajin3e U IpueM
3TOTrO IIperapaTa BhIllafgaeT Ha OJeHb Auain3a, JauTe
rpenapar mocjie guaiv3a. Eciiv y Bac BOSHUKHYT
KaKure-J11n00 BOIPOCH], IPOKOHCYIbTUPYUTECH C
JleYalliM BpadyoM pebOeHKa.

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

e CBsIKHTECH C BpadyoM Baimero pebeHka, 4YTOOHI
BBISICHUTH XOO DAJIbHEUINTUX NEeUCTBUHA.

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

e Eciu BaM HEOOXOOMMO XPAHUTh 3TOT JIEKAPCTBEHHBIMN

IpemnapaT goMa, y3HauTe YCJIOBUS €ro XpaHeHUusd y
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Bpaya Ballero pebeHKa, MegcecTPHl uin papMalieBTa.
OOLiue cBeaeHUs O IeKapCTBeHHbIX Npenapartax

e Ecniy CUMIITOMBI MW HAPYIIIEHUSI COCTOSTHUSI 3MOPOBDS
Barmiero pebeHka He YMEHbINIAIOTCS, NI OTMEeYaeTCs
yXynIiieHue, oOpaTUTech K Bpauy Barmiero pebeHka.

e He menuTtech meKapCTBOM Balllero pebeHKa C OPyTrUMU
1 He JaBalTe 4be-Iu00 JIeKapPCTBO BallleMy pPeOeHKY.

e XpaHUTe BCe JIeKapCTBEHHBIE IIpernapaThl B
O0e30rmacHOM MecTe. XpaHUTe BCe JIeKapCTBEHHBIE
IIperapaTsl B MecTe, HeJOCTYIIHOM [JIs JeTel U
OOMAIITHUX KMUBOTHBIX.

e YTUIHU3UPYNUTE HEUCIOJIb30BaHHBIE JIEKapCTBEHHEIE
IIpernapaThl UK IIpenapaThl C UCTEKIIUM CPOKOM
rogHocTH. He BRIIMBaMTe B TyajleT UK KaHaInu3allluio
0e3 COOTBETCTBYIOIIUX YKa3aHuM. Eciii vy Bac ecThb
BOIIPOCHI OTHOCUTEJILHO YTUIN3AllNH JIEKaPCTBEHHBIX
IIperapaToB, IIPOKOHCYILTUPYUTECH C (DapMalleBTOM.
B BallteM permoHe MOTYT OeMCTBOBAThL IIPOTrPaMMEI
YTUJIN3aIIUY JIeKapPCTBEHHBIX IIpernapaTos.

e K HEKOTOPEIM JIEKAQPCTBEHHEIM IIpenaparaM MOTYT
IpUIaraThCAa Opyrue vHQPOpMallMOHHbIE IUCTKU OJIA
namnuenTa. Eciu y Bac eCcTh BOIIPOCH], Kacawllnecs
OAHHOI'O JIEKapCTBEHHOTIO IIpernapara,
IIPOKOHCYJIbTUPYUTECH C BpauyoM Bamrero pebeHka,
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MeacecTpou, ¢papMaleBTOM MJIN OAPYTUM PAaOOTHUKOM
30PaBOOXPaHEHUS.

e ECH BB cUMTAETe, YTO IPOMU3IOIIJia Iepeao3nPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEHTP UJIK OOpaTUTECH 3a
MEeOUITMHCKON ITOMOIIbLI0. BygbTe roTOBE COOOMIINTD
1JIU II0Ka3aTh, KaKOM IIpelaparT Bhl IIPUHSIJINA, B KAKOM
KOJIMYEeCTBEe 1 KOTa 3TO IMPOM3IOIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm noTtpedburenem m
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 0000mieHHasa nHPOpMaIus BKIII0OYaeT KPaTKUe
CBEOEHUS O JuarHose, JIe4YeHUHU U/UJIu JIeKapCTBEHHOM
npemnaparte. OHa He SIBJISIEeTCS BCEOObEMITIONINM
HNCTOYHUKOM IOAaHHBIX U JOJIXKHA KMCIIOJIb30BAThCS B
KayeCTBe HHCTPYMEHTAa, IIOMOTaloIIero I10jIb30BaTelIio
IIOHSTH U (MJI) OLIEHUTH IIOTEHIIMAIbHBIE BAPUAHTHI
OUArHOCTUKU U jjeuyeHusi. OHa HE BkirodyaeT B ceOs BCIO
HH@OPMAIINIO O COCTOSIHUSAX, MEeTOdaX JIeUEeHHH,
JIeKapCTBax, IIOOOYHEBIX 3(pdeKTax uin puckKax, KOTOPhIE
MOT'YT OTHOCUTBLCS K KOHKpeTHOMY HanueHTy. OHa He
OOJIKHA CYMTATHCS MEOUIIMHCKON KOHCYJIbTallueu UJIu
3aMEHOU MEOUIIMHCKOU KOHCYJIbTAalluK, OUAarHOCTUKU
WUJIN JIeYEeHU s, IPeaoCTaBJIsieMbIX BPpa4yOM Ha OCHOBE
Bpa4deOHOro o0CiIenoBaHusI U OIIEHKH KOHKPETHBIX U
YVHHUKAJIbHBIX O0CTOSITE/ILCTB ITallieHTa. [lalueHTh
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OOJI2KHBI TPOKOHCYIBTUPOBATHCA C BpauoOM [OJI
IIOJIy4EeHU s IIOJTHOU MH(OPMAaIUM O CBOEM 3[OPOBLE,
MEeOUIIMHCKUX BOIIPOCax U BapuaHTaX JIeUeHU s, BKII04Yasd
JTI00BIEe PUCKU HUJIM IPEUMYINECTBA B OTHOIIEHUU

M CIIOJIb30BaHMSs JIeKapCcTB. [laHHass nHpopMaliisa He
SIBJISIETCSI TaPAaHTUEN TOTO, YTO BU[, JIEYEHUS WUJIU
JIeKapCTBEHHBIN IIperapaT 0e3omnaceH, ad@eKTuBeH UIn
OmoOpeH AJisl TeYeHUsI KOHKPETHRIX IallMueHTOB.
ITpeopnpusatue UpToDate, Inc. 1 ero mouepuue
IIPEeOnpPUsITHSA OTKAa3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTEeIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIEeN UIN ee
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TOM MHPOPMaIUN
PEryINPYETCs Y CIOBUSIMU MCIIOJIb30BaHU4,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIEe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2022-10-25

ABTOpCKOe npaBo
© UpToDate, Inc. u ee adpdunupoBaHHBEIE KOMIIAHUHU
u/unu nuieH3uapel, 2024. Bce ripaBa 3allUIIEHHI.
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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 Halllen
BHUPTYyaJIbHOU OMOIMOTEKE Ha cauTe www.mskcc.org/pe.

Lumasiran - Last updated on December 12, 2022
Bce npaBa 3amuinieHbl ¥ nprHaajaexaTt Memorial Sloan Kettering
Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center

9/9


https://www.mskcc.org/pe

	Lumasiran
	Торговые наименования: США
	Торговые наименования: Канада
	Для чего используется этот лекарственный препарат?
	Что необходимо сообщить врачу, ПРЕЖДЕ ЧЕМ мой ребенок примет данный лекарственный препарат?
	Что мне необходимо знать или делать, пока мой ребенок принимает данный препарат?
	Если Ваша дочь беременна или кормит ребенка грудью:

	О каких побочных эффектах мне следует немедленно сообщать лечащему врачу моего ребенка?
	Каковы некоторые другие побочные эффекты данного лекарственного препарата?
	Как лучше всего давать этот лекарственный препарат?
	Что делать, если мой ребенок пропустит прием дозы лекарственного препарата?
	Как мне хранить и (или) выбросить этот лекарственный препарат?
	Общие сведения о лекарственных препаратах
	Использование информации потребителем и ограничение ответственности
	Дата последнего пересмотра
	Авторское право


