MSK Kids

[TaMaTKa MnayuneHTy 1 nuy, yxXaXXvBatolwemy 3a HUM
Risdiplam

ITOT IOKYMEHT, IIpeJocTaBJaeHHbIN Lexicomp®, co/iepKUT BCIO HEOOXO /T UMYIO
nH(opMaIuIo 0 Ipenapare, BKIovas Noka3aHus, cliocob mpuMeHeHUs, 000 YHbIE
addeKThI U caaydan, IpU KOTOPHIX HEOOXOUMO CBSA3ATHCSA € BAIlIUM IIOCTaBITUKOM
MeJUIUHCKUX YCIIYT.

Toproeble HanmMeHoBaHM4A: CLLIA
Evrysdi

Toproeble HaumMeHoBaHUA: KaHaga
Evrysdi

Ins 4ero ncnosib3yeTcs 3TOT JIEKAPCTBEHHbIV nMpenapaT?
® HpI/IMeHHeTCH AJIA JIEUECHUA MBIIIIEYHO 1 anO(l)I/II/I.

Y10 Heobxoammo coobwnTb Bpavy, NMPEXXIAE YEM mon
pebeHoK NpuMeT OaHHbIN NIeKapCTBEHHbLIW npenapaT?

e Ecimy Bamero pebeHka ayieprus Ha TaHHBIU Ipenapar, Ji00ble ero
COoCTaBJidrloIue, Apyrue rpeiraparsl, IPDOAYKTHI IIMTAHUA NJIKX BEIIECTBA.
Coob6muTe Bpauy 006 ayJIepruv M 0 TOM, Kak OHa PO SBJIsIach y peOeHKa.

e Ecsuy Bamero pebeHka 3a601eBaHNE EYEHU.

JIaHHBIH CIIMCOK JIEKapCTB U 3a00JIeBaHUI, KOTOPbIE MOTYT HeOJIarOMPHUATHO

co4YeTaThbCA C IpPpUEMOM JAaHHOTO IIpE€IlapaTa, HE ABJAETCA UCUEPIIbIBAIO ITM.

IIpOKOHCY/IBTUPYUTECH C BPAUOM WM (papMaleBTOM OTHOCUTEJIBHO BCEX
JIeKapCTBEHHBIX IIPeapaToB, KOTOPbIe IPUHUMAET Balll pebeHOK (Kak

peINEenTYpPHBIX, TaK U MpHUOOpeTaeMbIx 0€3 pelienTa, HaTypaJbHbIX IpenapaTax u
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BUTAMHHAX), a TAK¥Ke O MpobJieMax ¢ ero 3T0poBbeM. Bam He006 X071 UMO

YA OCTOBEPUTHCS, UTO MMPHUEM ITaHHOTO Npenapara 6e3omaceH nmpu 3a00Jie BAaHUAX

BaIero pebeHkKa U B COYETAHUHU C I PYTUMU JIEKAPCTBEHHBIMU IIpeNapaTaMu,
KOTOPbIe OH y3Ke MpuHuMaeT. He ciiefyeT HaUMHATh, IpeKpamaTh IpUeM HUIn
U3MEHATH /103UPOBKY KAaKOT0-JIU00 JieKapCTBEHHOTO IIpenapara, KOTOPbIi
IIpPUHUMAaET Balll pebeHOK, 0e3 coryilacoBaHUS C Bpa4OM.

YT0 MHe HeobX0aAMMO 3HATb WK AEeNaThb, MOKa MO
pebeHoK NPMHMMAaET AaHHbIV NpenapaT?

e Coo0OIuTe BceM MeJIUIIUHCKUM paboTHUKAM, 00ecneYnBao UM Me T UIHHCKO €

obciy:kuBaHue Bamero pebenka, o Tom, uTo Bamr pe6GeHOK MPpUHUMAET 3TOT

JIeKapCTBEHHBIN IIperapaT. ATO BpauH, MeJiceCTPHhI, hapMaleBThl U
cromaTtoJjioru Bamero pebenka.

e He mpexkpamaiiTe ;aBaTh 3TOT JieKapCTBEHHBIN IpemnapaT peOeHKy 0e3
KOHCYJIbTAIIUU C BpauoM, Ha3HAUYMBIIETO ero Bamemy pebeHKy.

e Ecim Yy Baliero peGeHKa H3MEHAETCA MacCca TeJla, HpOKOHCYJIbTHprITGCI: C

BpadyoM. Bo3MokHO, moTpebyeTCcsa UBMEHUTH IIPUEM IaHHOTO JIEKaPCTBEHHOTO

npenapara.

e Eciu nmanueHT — MJIaJieHell, U OH HaXOJUTCA Ha TPYZTHOM BCKapMJIMBAaHUH,
JlaBalTe 5TOT JIeKaPCTBEHHBIU IpeIapar Mmocjae KopMyeHus rpyabio. He

CMeIIUBAaNTe 3TOT npemnapart ¢ MOJIOYHbBIMH CME€CAMUA UJIN I'PYA HbBIM MOJIO KO M.

L4 ,Z[aHHbeI HeKapCTBeHHbeI npernapar MOXKET HeTraTHUBHO IIOBJIMATDb HA

CIIOCOOHOCTH MYKUMHBI 3a4aTh pebeHKa. [[pOKOHCYIbTUPYUTECH C BPAUOM.

e Eciu Bam peGeHOK HaXOJUTCS B 1eTOPOJHOM BO3pacCTe, Iepe/i HayajaoM
IpuUeMa Ipernapara Heo0X0/IUMO ITPOBECTH TECT Ha O€PEMEHHOCTb, UT OO bI
yOeIuThCsA B OTCYTCTBUU OepeMeHHOCT .

Ecau Bamx peﬁeHOK BEeAE€T NI MOZKET BECTHU ITOJIOBYIO s KU3Hb:

e [Ipu npumeHeHunu Bamieii 704epbhI0 JeKAPCTBEHHOTO IpellapaTa BO BpeMs
OepeMeHHOCTH BO3MOKHO Bpe/JHOE BIIUAHNE ITpernapaTa Ha IUIO/T.

e B nepuo/ 1edeHs U B TeYeHIE HEKOTOPOTO BpEMEHHU IO CJIe MOJIyYe HUA
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mocJie{He 036l 3TOTO IIpelapaTa BallleH ;1ouepu He00X0/ 1 UMO ITPUMEHSTh
IIPOTUBO3avYaTOYHOE CPE/ICTBO. Y3HANUTE Yy ee Jievallero Bpaya, Kak J0JTo
cJielyeT IIPUMEHSATh NPOTUBO3ayaTOUYHbIEe cpecTBa. Ecoiu Bama 104b

3abepeMeHesia, HeMeJIJIEHHO 0OpaTHUTECH K ee Jieuallle My Bpauy.
Ecyiu Banra 10ub KOpMUT peO0eHKAa TPy bIO:

e Coobiure Bpauy, ecsiu Baia ;j0ub KOpMUT pebeHKa rpybio. Bam He06x01 MO
OyaeT MPOKOHCYJIbTUPOBATHCS O BOBMOIKHBIX PHUCKaX JIJIsI pe0eHKa.

O Kakunx NoboYHbIX 3PPEKTax MHe crieayeT HeMenJ1IeEHHO
coobLaThb flevallemMy Bpady Mmoero pebeHka?

IMPEAYIIPEXKIEHUE/IIPEJOCTEPEXKEHME: X0Ts U B pe/IKUX Caydasax, HO Y
HEKOTOPBIX HAIIUEHTOB IIPUEM J1aHHOTO JIEKAPCTBEHHOTO IIpenapaTa MoKeT
BBI3BIBATh OUEHb CEPbE3HbIE, A UHOT/ A U CMEPTEJNHHO OMAaCHBbIE TOOOYHbBIE
addexTnl. HemeieHHO CBsSKUTECH C BpauoM Barero pebeHnka win oOpaTuTech 3a
MeUITNHCKO ¥ MOMOIIbI0, ecJIN Y Bamero pebenka nmeercs 10001 U3

Ilepeyvrcsie HHbIX HIKE MMPU3HAKOB WJIU CUMIITOMOB, KOTOPbBIE MOTYT OBITH CBSI3aHbI

C OUEHb TSXKeJbIM IT0O00UHBIM 3D PeKToM:

e [IpusHaku ajjieprudeckou peaKIuu, Takue Kak Chlllb, KpalTUBHUIIA, 3y,
IIOKpaCHEBIIAs U OTeUHas KOKa C BOJI/IbIPAMU WJIH IIeJyIlIe HHEM, BO3MOIKHO B
COUYeTAHUU C JIUXOPAJIKOU, CBUCTAIIlEe WIN XPUIIAIIEE JlbIXaHUE, CTECHEHNE B
TPy WU TOPJie, 3aTPYyJ HEHHOE /I bIXaHUE, TJI0TaHUe WU PeUb, HEOObIUHASA
XpUILJIOCTh, 0OTE€YHOCTH B 00J1aCTH pTa, IUIA, I'y0, I3bIKa UJIU ropJia.

o [Ipusnaku uHGEKIUNU MOUEBBIBOI ANIUX IYTEH, B T. 4. KDOBb B MOUE, UyBCTBO
MOKeHUS WK 00JIeBbIe OINYINEHUs TPU MOYE UCITYCKaHUH, YACTble WU
HeMe/lJIeHHbIE IT03bIBbI K MOYEUCITyCKAHUIO, JKap, 00JIb B HUXKHE N YACTH JKUBOTA

WU B oOJiacTu Tasa.
e OppImika.

e Kamresp.

KakoBbl HEKOTOpbIe apyrme noboyHble 3eKTbl 4aHHOI O
NNIeKapCTBEeHHOr o npenapaTta?
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JI1o601 IekapCTBEHHBIN MpenapaT MOKeT UMETH oO0ouHble 3(pdekThl. OTHAKO Y
MHOTUX JII0J1e ¥ mob6ouHbIe 3¢ deKTh TNO0 HE3HAUUTEIbHBIE, TUO0 BOOOIIIE
OTCYyTCTBYIOT. CBsI>KUTECh ¢ BpauoM Bamiero pebenka miu obpaTurech 3a
MeJTUIUHCKO Y MOMO IO, € CJTU JIF000 U U3 3TUX UJIH JIPYTUX OO 0YHBIX 3(PheEKTOB
6ecrokouT Bamiero pebeHka, UM eCJIM OH HE TPOXOJ UT:

e HeOosbimmoii xxap.
e Jlnapes wau 3amop.

PBoTa.

A3BHI BO pTY.

bounb B cycTase.

o IIpusHaku npocTynbl.

JIaHHBIN CITUCOK BO3MOKHBIX TOO0YHBIX 3(DEKTOB He ABJISAETCA UCUEPIIHIBAIOIIUM.
Ecnny Bac BO3HUKIIM BOIPOCHI KacaTeJabHO MOOOYHBIX 3D EeKTOB, 06paTUTECH K
Bpady Bamero pe6enka. [IpokoHcynpTUpyiTECHh ¢ BpauoM Bamero pebeHka
OTHOCHUTEJbHO ITOO0UHBIX 5(PPEKTOB.

BbI MO3keTe cOOOIIUTH O PA3BUTUU IMOOOYHBIX 3(DPEKTOB B HAITUOHATBHOE
yIIpaBJieHUE 3/]paBOOXpaHe HUsI.

Kak ny4lie Bcero gaBaTb 3TOT JIEKAPCTBEHHbIN npenapaT?

JlaBaiiTe JaHHBIN npemapaT Bamemy peOeHKY B COOTBETCTBUM C IIPeJi IUCAHUAMU
Bpaya. [IpounTaiiTe BCio nmpejocTaBjaeHHylo Bam nuandopmamnuio. CTporo ciaeayure
BCE€M UHCTPYKITHAM.

JlaBauiTe mocJie e bl.

JlaBaiiTe JaHHBIU NpelapaT B OJTHO U TO K€ BpeMs JT Hsl.

Bamemy dapmalieBTy IOHAJ 0O UTCA CMeIIaTh 3TOT JieKapCTBEHHBIN pemapar
J1O0 TOTO, KakK BbI ero noJsiyuure.

e AKKypaTHO OTMePSUTE J103bI KU KOCTHU. cIoIb3yHUTEe MEPHYIO EMKOCTD,
KOTOpasi BXOJUT B KOMILJIEKT C JIEKAPCTBOM.
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e JlaliTe 103y B TEUEHUE 5 MUHYT MOCJIE TOTO, KaKk HabepeTe ee B OpaIbHBIN
mnpui,. He xpanuTe 5TOT mpenapar B mipuile. Eciu npemnapaT He BBEJIEH B
TeueHHe 5 MUHYT, IPUTOTOBHTE HOBYIO /103Y.

° HOHpOCI/ITe pe6eHKa BBIIIUTH BOJABI IIOCJIE IIpDHUEMA STOTO IIpEellaparTa, 4TOOBI

Y6e,Z[I/ITbC}I, 4YTO 034 IMIOJTHOCTBIO IIPOTJIOYEHA.

e Jlo3upylollee yCTPOUCTBO Ce[yeT MIPOMBIBATh BO/OU MO CJIE KAXKIOTO
VCII0JIb30BaHUS.

e Eciyiu Bam peGeHOK HEe MOIKET MPOTJOTUTH BCIO 103y WIHN y HETO HAOJII04aeTcs
pBOTa MMOCJIe MpHeMa J03bl, He laBaliTe eMy IIOBTOPHYIO 703y. JlaliTe
cJIeIYIOIIYIO 103y peOeHKY B 00BIYHOE BpEMS.

e JTOT mpemnapaTr MOTYT IPUMEHSATH MAIUEHTHI C MUTATEIbHBIMHU TPYOKaMH.
[IpuMeHANTE B COOTBETCTBUHU C yKa3aHUAMU. [locjie IpuMeHeHUs JAaHHOTO

mperapara IpoOMOMTe IMUTATeJIbHYIO TPYOKY.
e Eciu5TOT mpenapat nolaJj Ha KOy, HeMe/IJIEeHHO CMOUTE €TI0 BOJTOU C MBLJIOM.
e [Ipu momayiaHuu J1TaHHOTO JIEKAPCTBEHHOTO IIpenapara B rja3a IpoMOUTe

rJjia3a X0JIOJTHOH BOIOM.

YTo nenatb, ecnm mon pedbeHoK NponyCcTuUT NpUemM ao3bl
NNeKapCTBEeHHOr o npenapaTta?
e JlaiiTe MpOIIyIle HHYIO /103y KaK MOJKHO CKOpee.

e Ecsu pomino 6 yacoB wiu 60Jiee ¢ TeX MOP, Kak 103a Oblyia MPOMyIeHa,
MPOIyCTUTE BTy 03y U BepHUTECH K 0O bIuHOMY rpaduKy pebeHKa.

e He cienyeT naBaTh A BOUHYIO /103y O/THOBPEMEHHO WUJIU J1OTIOJTHUTE€JIbHBIE

J1O3BbI.

KakK MHe XPaHNTb U (nnn) Bbl6pOCI/ITb 2TOT J'IeKapCTBeHHbIVI
npenapat?

e XpaHUTe B X0JIoAWiIbHUKe. He 3aMopakuBauire.

e XpaHUTE B OPUTMHAJIPHOU YIaKOBKE JJi 3aI[UTHI OT CBETA.

L4 XpaHI/ITe B BEPTHUKAJIbHOM IIOJIOKEHHUHU C 3aKPbBITbIM KOJIIIAYKO M.
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e BriOpocuTe Bce HEMCIOJIb30BaAHHBIE OCTATKH pelapaTa 1o UcTedyeHuu 64
JIHe U ocJie pa3BeseHUuA. [IpOKOHCYIbTUPYUTECH ¢ (hapMalleBTOM, €CJIU BbI HE
yBepEeHbI, KOT/la 5TO HY>KHO C/IeJlaTh.

e XpaHUTe BCe JiIeKapCTBEHHBIE IIpelapaThl B 0e30MacHOM MecTe. XpaHUTE BCe
JIeKapCTBEHHBbIE IIPernapaThl B MECTE, HEJTOCTYITHOM JJIS 1E€TEH U J1OMaIlTHUX
JKUBOTHBIX.

e YTWIN3UPYUTE HEUCIIOJIb30BAHHBIE JIEKapCTBEHHBIE IIpenapaThl UIN
mpemnapaTsl ¢ UCTEKIITUM CPOKOM IroHOCTH. He BhIMBaliTE B TyaJseT WU
KaHaJu3anuo 6e3 COOTBETCTBYIOIUX YKa3aHUU. Eciuy Bac eCTh BOIIPOCHI
OTHOCHTEJIbHO yTWJIN3AIUHU JIEKAPCTBEHHBIX IPETIapaToOB,
IIPOKOHCYJAbTUPYUTECH C apMalieBTOM. B BallieM peruoHe MOTYT J1€ICTBOBATH

MpOTpaMMbl YT UJIN3AIUU JIEKaPCTBEHHBIX IIPenapaTos.
ObLme cBegeHus o NeKapPCTBEHHbLIX MPEenapaTax

e Eciu cumMnTOMBI WM HAPYIIIE HUA COCTOSIHUA 3/T0POBbhs Bariero pebeHnka He
yMEHbIIIAIOTCs, WM OTMeYaeTCs yXy/Allle Hhe, 00 paTuTech K Bpauy Barero
pebeHKa.

e He nenutech jiekapcTBOM Baliero pebeHKa ¢ [pyruMu U He JlaBalTe ube-aubo
JIeKapCTBO BallleMy pebeHKy.

e K HEKOTOpPHIM JieKAPCTBEHHBIM IIPelapaTaM MOTYT IIPUIaraThbes Apyrue
nHDOpMaIMOHHbIE JUCTKU AJ1s1 nanueHTa. Eciin y Bac ecTh Bompochl,
Kacaloluecs JJaHHOTO JIEKAPCTBEHHOTO MpenapaTa, IpOKOHCYJIbTUPYUTECH C
BpadyoM Bamero pebenka, mesicecTpoi, papmaineBTOM UIH JPYTUM
paboTHUKOM 3/IpaBOOXpPaHEHUS.

e Ecsiu Bl cuuTaeTe,YTO NpOU30IILJIA IEPET03UPOBKA IIpeapaTa, HeMe 1JIe HHO
II03BOHHUTE B TOKCUKOJIOTUYECKUH [EHTP WK 0O0paTUTECh 32 MeUIITHCKO I
IIOMOIIbI0. By/ibTe TOTOBBI COOOIIUTH WJIN IOKA3aTh, KAKOH IIpeIapaT BbI

IIPpUHAJIN, B KAKOM KOJIMYECTBE U KOI'/JJa 3TO IIPOU30IJIO.

Ncnonb3oBaHne nHdgopMaumn notTpebmutenem n
orpaHM4yeHmne oTBeTCTBEHHOCTMU
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JTta 06006meHHasa nHPOpMaIus BKI0YaeT KpaTKHe CBE/IeHU O JITNarHo3e,

JIeYe HUU /WU JIeKapCTBeHHOM npemnapaTte. OHa He SBJIAeTCs BCe0ObeMITIONUM
MCTOYHUKOM JIaHHBIX U J10JI’KHA UCII0JIb30BATHCS B KAUECTBE UHCTPYMEHTA,
IIOMOTAIOIIETO IT0JIb30BATEJO MTOHATH U (MJIM) OEHUTH MOTeHIIUATbHBIE
BapHaHThI 1UarHoCcTUKU U JeueHusA. OHa HE BkitoyaeT B ce0s1 BCio nH(pOPMAIUIO O
COCTOSHHSAX, METO/1aX JieUue HU, JIeKapCTBax, Mo00YHbIX 3PP eKTax UK pUCKaX,
KOTOPbI€ MOTYT OTHOCUTHCS K KOHKpeTHOMY nanueHTy. OHa He 7 0JI’KHA CUUTAThCS
MeJUITMHCKO U KOHCYJIbTallMel WJIU 3aMeHOU Me I UITUHCKO M KOHCYJIbTaI[uH,
JUATHOCTUKY WJIH JieUe HUSA, ITPeJ[0CTaBJIsie MbIX BPAUYOM HA OCHOBE BpayeOHOTO
o0cJie;0BaHUsA U OLIEHKU KOHKPETHBIX U YHUKAJIbHBIX 00CTOSTEILCTB MaIUeHTA.
[TarmeHTHI 7 OJIKHBI IIPOKOHCYJABTUPOBATHCSA C BpAUOM JJIsl ITOJIyUe HUSI IOJTHO U
“H(GOPMAIIUU O CBOEM 37I0POBbE, MEJUIIMHCKUX BOIIPOCAaX U BapUAHTAX Jieue HUS,
BKJIFOUYAsI TFOOble PUCKH WJIH IIPEUMYIIeCTBa B OTHOIIIE HUU UCIT0JIb30BaHUS
sekapcTB. JlanHasa uHdopMaIus He ABJISEeTCA TapaHTUed TOT0, YTO BUJL JIeUe HUA
VIV JleKapCcTBEHHbBIN Ipenapat 6e3omnaceH, 3ddeKTUuBeH Wi 0100 peH A1
JeyeHUd KOHKpeTHBIX nanueHTOB. [Ipennpuarue UpToDate, Inc. u ero gouepuue
IpeJ MPUATUSA OTKAa3bIBAIOTCSA OT JIIOOBIX TAPpAHT U WJIU 00513aTEHCTB, CBSI3AHHBIX C
aTOU nHPOpPMaIUel Wi ee UCI0JIb30BaHUEM. VM criosib30BaHNUE 3TOU HHPOPMAIIUU
peryJiupyeTcs Y10 BUAMH UCII0JIb30 BaHUSA, IIPE/ CTaBJIeHHBIMH HA BeO-CTpaHUIlE
https://www.wolterskluwer.com/en/solutions/lexicomp/about/eula.

ABTOPCKOe MnMpaBo

© UpToDate,Inc. u ee abdunupoBaHHble KOMIIAHUU U/WIH JIUIe H3UAPHI, 2021. Bece
IIpaBa 3alUIlleHBbI.
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https://www.wolterskluwer.com/en/solutions/lexicomp/about/eula

Eciin y Bac BO3HUKJIN BOIIPOCHI, 00paTUTECh HENIOCPEJICTBEHHO K COTPY/l HUKY
cBoeil MmeauruHCcKOM 6purazbl. [Tarue Tl MSK MOTYyT 06paTUThCA K

II0 CTaBIIUKY YCJIYT MOCJ€e 17:00 JU00 B BHIXOJIHOU WJIU IIPa3] HUIHBIN 11 € Hb,
II03BOHUB 110 HOMEPY 212-639-2000.

JloTIOTHUT eJIbHYI0 UH(POPMAIIHUIO CM. B Hallle BUPTyaJIbHOU OMOJIMOTEKE HA calTe
www.mskcc.org /pe.

Risdiplam - Last updated on December 7, 2021

Bce nmpaBa 3amuinens! 1 npuHaaaexxkaT Memorial Sloan Kettering Cancer Center

% Memorial Sloan Kettering
T ) Cancer Center
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