MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Risdiplam

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
Evrysdi

Toproeble HaMuMeHOBaHuA: KaHapa
Evrysdi

Onsa 4yero Mcnosib3yeTcAa 3TOT JIeKapPCTBEHHbIN
npenapart?

e [IpuMeHsIeTCS OJIs JIeUEeHU S MBIIIEeYHON aTPOdu.

Y10 Heobxoaumo coobwmuTb Bpauy, MPEXXOE YHEM
MOM pebeHOK NpUMeT AaHHbIN JIeKAapPCTBEeHHbIN
npenapat?

e Ecnu y Balmero pebeHKa ajyIeprus Ha JaHHBIN

1/13



Ipenapar, Ji00ble ero COCTAaBISIONINe, OIPYyTrUe
Ipenaparhl, IPOAYKTHI IINTAaHUS UK BeIlecTBa.
CooOmmTe Bpady 00 aJlZIEpTuX M O TOM, KaK OHa
IIPOSIBJISIIIach y peOeHKa.

e Ecnu y Bammero peberka 3a00leBaHNe II€YEHM.

IlaHHBIM CIIMCOK JIeKapCTB 1 3a00IeBaHUM, KOTOPHIE
MOTYT HeOJIaronpusiTHO COUYeTaThCs C IIPHEeMOM HJaHHOIO
Ipernapara, He SIBISeTCS UCUYEePIILIBAIOIIM.

[TPOKOHCYIBTUPYUTECH C BpadyoM UK (hapMalleBTOM
OTHOCHUTEJIPHO BCEX JIeKapCTBEHHLIX IIPernapaTos,
KOTOphIE€ IIPUHUMAET Balll pe0eHOK (KaK pelelTyPHHIX,
TaK 1 IpuoOpeTaeMbIX 0e3 pellenTa, HaTypaJbHBIX
IIpernapaTax ¥ BUTaMMHAax), a TakKXKe o ImpobjieMax C ero
300poBheM. BaM HE0OXOOMMO YOIOCTOBEPUTHCS, UTO
IIpKreM JaHHOTO IpemnapaTra 0e30IIaceH IIpHu
3a00JIeBaHUSIX Balllero pebeHKa 1 B COUYEeTaHUU C
OPYTUMH JIeKapPCTBEHHLIMH IIpeliapaTaMi, KOTOpPhIe OH
y2Ke npuHuMaeT. He cienyeT HauuHATD, IIPEeKpaniaTh
IIPHEeM UK U3MEHSATh JO3UPOBKY KaKOTr0-JIn0o
JIEKAPCTBEHHOTO IIpeliapaTa, KOTOPLIM IPUHUMAaeT Balll
pebeHOoK, 0e3 CorjIacoBaHUsI C BpadyoM.

YTO MHe HeobxoAuMO 3HaTb UM AenaTb, NoOKa MOM
pebeHOK NpMHMMaeT paHHbIM Npenapar?

e CoO0OUIMTE BCEM MEIUIIMHCKUM PabOTHUKAM,
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oOecrnedymnBalOIUM MEOUIIMHCKOE 00CITyKNBaHHUE
Bamrero pebeHka, o ToM, 4TO Bain pebeHOK
IIPUHUMAET 3TOT JIEKAPCTBEHHLIN IIperapar. ITO
Bpay4l, MeOcecTphl, papMalleBThl 1 CTOMATOJIOTH
Bamiero pebeHka.

He mpekpaimiaiitTe gaBaTh 3TOT JIEKaPCTBEHHBIN
rmpenapaT pebeHKy 0e3 KOHCYJIbTAallu! C BPa4uoM,
Ha3HA4YUBIIIETro ero Bammemy peOeHKY.

Ecnu y Baiiero pebeHKa U3MeHsIeTCsI Macca TeJa,
IIPOKOHCYIBTUPYUTECH C BpauyoM. Bo3MOKHO,
rmoTpedyeTcss U3MEHUTh IIPUEM JAaHHOTO
JIeKapPCTBEHHOTO IIperapara.

Ecnu manmmeHT — MJyIaJieHell, 1 OH HaXOOHUTCS Ha
IPYOHOM BCKapMJIMBAHUM, JaBauTe 3TOT
JIEKapPCTBEHHBIM IMpemnapar Mocjie KOPMIIEHUS IPYObIO.
He cMmemmBauTe 3TOT IIpenapaT C MOJIOYHBIMU
CMECSIMH UM T'PYOHBEIM MOJIOKOM.

IlaHHBIN JIEeKapPCTBEHHBIN IIpernapaT MOXKeT HEraTUBHO
IIOBIUSTH Ha CIIOCOOHOCTh MY2KYHHEI 3a49aTh peOeHKa.
[IpPOKOHCYIIBTUPYUTECH C BPAYOM.

Ecnu Ball peOeHOK HaXOOUTCS B IETOPOOHOM
BO3pacTe, IIeped HavaJioM IpueMa mpelapara
HeoOX0OuMO IIPOBECTH TECT Ha OePEMEHHOCTD, YTOOHI
yOemuThCsI B OTCYTCTBUU OE€PEMEHHOCTH.
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Ecnu Baw pebeHOK BepeT uiam MOXKeT BeCTu
NOJIOBYIO )XU3Hb:

e [Ipu npumeHeHUMn Balllel JO4YepPhIO IEKaPCTBEHHOI'O
IIpemnapaTa Bo BpeMsi 0epeMeHHOCTH BO3MOXKHO
BpeOHOe BIIMSHUE IIpernapaTa Ha IJIo[.

e B mepuop j1edeHus U B TeueHNe HEKOTOPOT'0 BpeMeH!
II0CJIe IOJIydeHU s IMocegHel J03kl 9TOro IIpemnapaTa
Ballley Jodyepu HeoOXOOUuMO IIPUMEHSITh
IIPOTUBO3aYaTOYHOEe CPEeACTBO. Y3HaUTe V ee
jiedalliero Bpayda, Kak J0JIr0 clenyeT IIPUMEHSATh
IIPOTHMBO3aYaTOYHbIe cpeacTBa. Eciu Ballla Jo4b
3abepeMeHesna, HeMeOJIeHHO OOpaTUTEeCh K ee
jiedallieMy Bpauy.

Ecnu Bawa po4yb KOPpMUT pebeHKa rpyablo:

e CooO1mmuTe Bpauy, ecinu Bamia godybs KOPMUT peOeHKa
rpynobio. Bam HeoOxoguMo OymeT
IIPOKOHCYJIbTUPOBATHCSI O BO3MOXKHEIX PUCKAX OIS
pebeHKa.

O Kakux nobou4HbiX 3cpceKkTax MHe cnepyeT
HeMepnJiIieHHO coo0LwWwaTh Nevyalwemy Bpadyy Moero
pebeHka?

INPEOYIIPE2KITEHUE/TIPENJOCTEPE2KEHUE: XoT4
U B PEKUX CIIy4asaX, HO Y HEKOTOPHIX ITAIJUEHTOB IIPpUEM
JaHHOTO JIEKapCTBEHHOI'O IIpernapaTa MOXKeT BEI3bIBaTh
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O4YeHb CEPhE3HLIE, a UHOTa U CMEPTEIBHO OIIaCHEIE
1mo6ouHbIe 3dPekThl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHka Ui oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIBIO, ecniu Y Bamrero pebeHka nMeeTcs 0001 U3
IIepedYmnCIIeHHBIX HUKe ITPU3HAKOB UJIN CUMIITOMOB,
KOTOPBI€ MOTYT OBLITh CBSI3aHBI C OYEHb TSXKEJIBIM
IT0O0YHKEIM 3 (PeKTOM:

e [Ipr3HaKM anIepruyeckKkor peakiny, TaKrue KaK ChIIb,
KpaluBHUIIA, 3y, MIOKPAaCHEBIIIasad U OTe4YHasa Koxa C
BOJIOBIPSMU UJIM LIEJTyIIIeHHEeM, BO3MOXKHO B
COYeTaHMWU C JINXOPaaKoOHu, CBUCTHIIIEE UIN XPUIISIIee
ObIXaHNEe, CTECHEHNE B I'PyOUN UJIU ropJie,
3aTPYOHEHHOE ObIXxaHue, I'JIOTaHue UJINU Peub,
HeOOBIYHasI XPUIIJIOCTh, OTEYHOCTDL B 00JIaCTH PTa,
nuia, ryo, ss3bplKa UM ropJa.

o [Tpu3HakKu MHMEKINY MOYEBBIBOOAINUX IIyTel, B T. 4.
KPOBb B MOYe, YYBCTBO KKE€HUS UJIH O0JIEBLIE
OIMYIIEHUS IMPHU MOYEHUCITYCKAaHNM, YaCThIe NN
YyPreHTHBIE IO3LIBE K MOYEHCIIYCKAHUIO, 2Kap, 00JIb B
HUXKHEeH YaCTU XKHUBOTA MM B 00/IaCTH Ta3a.

e OOpINIKa.

e Karmejs.

KakoBbl HeKoTOopble apyrue nodboyHsie 3 eKTbl
OAHHOrO JleKapCTBEHHOro npenaparta?
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JI:0001 TeKapCTBEHHBIM IperapaT MOXKeT UMETh
1mo0o4uHbIe 3QPekThl. OTHAKO Y MHOTHUX JTI0Oe IOO0YHEIE
3¢ dekTH MO0 He3HAUYUTENbHEIE, TN00 BOOOIIE
OTCYTCTBYIOT. CBSIXKUTECH C BpadyoM Barlmero pebeHkKa
11U 00PaTUTECh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JTI0001 M3 3TUX UM OPYTruxX M000YHBIX 3(PHEKTOB
OecriokouT Barrero pebeHKa, UJIM €CJIM OH He IPOXOOUT:

e HeOomnpiiou xkap.
e [lapes UM 3amop.

e PBoOTA.

Z3BEI BO PTY.

bonb B cycTase.

[Ipr3HaKu IPOCTYOHL.

ITaHHBIM CONCOK BO3MOIXKHEIX TOOOYHEIX 3)(PEKTOB HE
SIBJISETCHA UCcUepnbiBawIuM. Ecnu y Bac BO3HUKIIHN
BOIIPOCHI KacaTeJIbHO MOOO0YHEIX 3P(PEKTOB, 0OpaTUTECH K
Bpauy Baimero pebeHka. IIpOKOHCYIBTUPYUTECH C
Bpa4yoM Baiero pebeHka OTHOCUTEJIbHO MOOOYHEIX

3¢ (PeKTOB.

BiI MozkeTe COOOIINUTh O PA3BUTHHU ITOO0YHBIX 3(hPEKTOB
B HAaIlMOHAJILHOE yIIpaBJIeHHE 30PaBOOXPaHEHUs.

Kak nyylwie BCero paBaTb 3TOT JIeKapPCTBEHHbIN
npenapart?
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IlaBaviTe maHHBIM IpemnapaTr Bamemy peOeHKY B
COOTBETCTBUH C IIpefnucaHusaMu Bpada. [IpouuTtauTe
BCIO IIpefocTaBjieHHYI0 Bam nuapopmanun. CTporo
CJIeAyUTe BCEM MHCTPYKLIUAM.

[TaBamnTe IIOCJIE €Ohl.

IlaBaliTe maHHLIU IIperapaTr B OJHO U TO Ke BpeMs
OHSI.

Bam hapmMaleBT U OPYTOM MEOUIIMHCKNYN PaOOTHUK
OOJI2KeH OyOgeT NPUTOTOBUTE 3TOT IIpenapar, npexmae
4YeM BBIATh €ro BaM.

AKKYpPaTHO OTMEPSIUTE OO3bI XKUOKOCTU. MICIIONIb3yUTe
MEPHYI0 EMKOCTh, KOTOPas BXOOUT B KOMIIJIEKT C
JIEKapCTBOM.

ITaiiTe mO3y B Te4eHHEe D MUHYT IOCJIE TOr0, KaK
HabepeTe ee B opanbHBIM IINpull. He XxpaHuTe 3TOT
IIpernapar B Inpuiie. Ecnau npemnapart He BBEOEH B
Te4YeHHEe D5 MUHYT, IPUTOTOBbTE HOBYIO J03Y.

[Tonmpocute pebeHKa BBEIIIUTH BOALI ITOCJIE IIpHeMa
9TOTr0 Ipernapara, 4YToO0bl YOeauThCs, UTO J03a
IIOJTHOCTBIO IIPOTJIOYEHA.

Ilo3upyiollee YyCTPOUCTBO CIIEAyeT IIPOMBIBATh BOIOMU
II0CJIe KazKJOoI'0 UCIIOJIL30BaHUA.

Ecnu Bain pe6eH0K HE MO2K€ET IIPOT'JIOTUTH BCIO O3y
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1JIM YV Hero HaOIogaeTcsl pPBOTa IOCe IprueMa OO3HI,
He JaBaliTe eMy IIOBTOPHYIO H03y. [laliTe claemayIollyio
003y peObeHKYy B OOBIYHOE BpeMs.

e OTOT IpemnapaT MOTYT IPHUMEHSTH IIAIIUEeHTHI C
IIUTATENbHLEIMU TPyOKaMu. [IpuMeHsiTe B
COOTBETCTBHUHU C YKa3aHUsAIMH. [Tocyie npuMeHeHHUs
OAaHHOI'O IIpelapaTa IPOMOMTE MUTATEJIbHYIO TPYOKY.

e Eciiu 3TOT mpemnapar momnasa Ha KOXKY, HeEMeOJIeHHO
CMOUTE €ero BOIOH C MBIJIOM.

e [Ipu momagaHuy JAaHHOI'O JIEKAPCTBEHHOTIO IIpenaparTa
B I'Jla3a IIPOMOUTE Ijia3a XOJIOOHOM BOOOU.

Y10 menartb, ecnam MOU pebeHOK NponycTUT NpuemM
A,03bl JIeKapCTBEHHOro npenaparta?

e [TaliTe NPOMYIIEHHYIO N03y KaK MOXKHO CKOpPee.

e Ecnu mporiio 6 4acoB unu 0oJjiee ¢ Tex Iop, Kak o3a
ObLlIa IIPOMYINieHa, IIPOIYCTUTE 3Ty A03Yy 1 BEPHUTECH
K OOBIYHOMY rpaduky pebeHKa.

e He crenmyeT maBaTh OBOMHYIO J03y OOHOBPEMEHHO UJIU
OOIIOJTHUTEJILHEIE HO3EI.

Kak MHe XpaHuTb 1 (Mnun) BbIOPOCUTL 3TOT
NleKapCTBeHHbIN npenapart?

e XpaHuUTe B X0JIoouabHNUKe. He 3aMopaxuBauTe.
BriOpochTe BCe HENCIIOJIb30BaHHBIE OCTATKH
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rIpernapara 10 uCTedyeHuu 64 mHeu I10CJie pa3BedeHUs.
[IPOKOHCYIBTUPYUTECH C (papMalieBTOM, €CJIU BEl HE
yBEPEHBI, KOTrga 3TO HY>KHO COeslaTh.

e [Ipy HEOOXOOMMOCTH 3TOT IIpeIapaT MOXKHO XPaHUTH
IIPpYM KOMHATHON TeMIIepaType, He IIPEeBLINIaoIen
40°C (104°F), B o0O111€1 CJIOKHOCTU HEe OOJIbIIEe D OHEe.
OTOT mpernapaT MOXXHO Ha KaKoe-TO BpeMs OoCTaBaTh
113 XOJIOOUIbHUKA, a 3aTeM KJIaCTh 00paTHO B
XOJIOOUJIbHUK. Eciu mmpemnapaT XpaHUJICs IPU
KOMHATHOHM TeMIepaType B 00Ien CII0KHOCTHU 0ojiee 5
OHel, BEIOPpOChTE ero.

e 30eraliTe BO3eNCTBUS TeMIiepaTypsl Beiiae 40°C
(104°F). He npuHHMalTe 3TOT IIperapar, eCciu OH
IIOOBEPrajicsi BO3OEeMCTBUIO TeMIiepaTypsl Brilie 40°C
(104°F).

e XpaHUTE B OPUTHMHAIPHON YIIaKOBKE [OJISI 3aIllUTELI OT
CBeTa.

e XpaHUTE B BEPTHUKAJIIFHOM IIOJIOKEHUHU C 3aKPHITEIM
KOJIITAYKOM.

e XpaHHUTE BCe JIeKapCTBEHHLIE IIpernaparThl B
0e30ImacHOM MecTe. XpaHUTe BCe JIeKapCTBEHHEIE
IpernapaTrhkl B MECTEe, HEIOCTYIIHOM [OJIsI IeTeu U
OOMAIITHUX KHNBOTHBIX.

° YTHHH3HPYfITe HEHNCIIOJIb30OBAHHBIE JIEKAPCTBEHHEIE
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IIpenapaThl UK IpernapaThl C UCTEKIIINM CPOKOM
rogHocTu. He BrIIuBaMTe B TyajleT UM KaHaJIN3allHUIo
0e3 COOTBETCTBYIONIMX YKa3aHUuM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTEILHO YTUIN3AIINHN JIEKAPCTBEHHBIX
IIpernapaToB, IIPOKOHCYIbLTUPYUTECEH C (DapMalleBTOM.
B BallteM peruoHe MOTYT IeMCTBOBAThH IIPOTrPaMMEI
YTUJIN3AIIUY JIeKaPCTBEHHBIX IIperapaTos.

OOLuMe cBepeHUA O JieKapCTBEeHHbIX npenaparax

e Ecniy CUMIITOMBI MJIX HAPYIIIEHUSI COCTOSTHUS 3TOPOBDS
Barmiero pebeHka He YMEHbINIAIOTCS, NI OTMEeYaeTCs
yXynIiieHune, oOpaTUTech K Bpauy Bamiero pebeHka.

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

e K HEKOTOPHEIM JIEKQPCTBEHHEIM IIpernaparaM MOTYT
IpUaraThCAa Opyrue nHQPOpMallMOHHbIE IUCTKU OJIA
nanueHnTa. Eciu y Bac eCcTh BOIIPOCH], Kacallluecs
OAHHOTIO JIEKapCTBEHHOI'O IIpemnapara,
IIPOKOHCYJIbTUPYUTECH C BpauyoM Bamrero pebeHka,
MeOcecTpou, ¢papMalleBTOM MK OAPYTUM PaOOTHUKOM
30PaBOOXPaHEeHUs.

e Ecu BEI cUMTaeTe, YTO IIPOU30IIIa IIepeao3uPoBKa
IpemnapaTa, HeMeOJeHHO IIO3BOHUTE B
TOKCHUKOJIOTUYECKUM IIeHTP UJIKM 00paTUTECh 3a
MEeIUITMHCKOM IIOMOIIbI0. BynbTe roToBhl COOOIIUTH
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1JIU II0Ka3aTh, KaKOM IpelaparT Bhl IIPUHSIJIN, B KAKOM
KOJINYECTBE U KOT[a 3TO IIPONIOIIIIIO.

Ncnonb3oBaHMe uHcpopMmaumm nortpedburenem um
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 0000mieHHass nHOpMaIusI BKIII0OYaeT KPaTKUe
CBeOEeHHs O Juar”Ho3e, JIeYeHUHU HU/UIN JIEKapCTBEHHOM
npemnapare. OHa He SIBISIETCS BCeOOBEMITIONINM
NCTOYHUKOM JAaHHBIX M JOJI2KHA MCIIOJIb30BAThCS B
KayeCTBe HHCTPYMEHTAa, IIOMOTaloIIero I10jIb30BaTelIio
IIOHSTH U (MJIN) OLIEHUTh MOTEHIIMaJIbHEIE BaPUAHTEHI
OUaArHoCTuKU U jedeHusi. OHa HE BkirodyaeT B ceOs BCIO
MH(MOpPMAINIO O COCTOSHHUAX, METOOaX JIeYeHHs,
JIeKapCcTBaX, MOO0YHBIX 3 PeKTax UIN PUCKaX, KOTOPHIE
MOT'YT OTHOCUTBLCS K KOHKpeTHOMY HanueHTy. OHa He
OOJIKHA CYMTATHCS MEOUIIMHCKON KOHCYJIbTallueu UJIu
3aMEHOU MEOUIIMHCKOU KOHCYJIbTAalluK, OUAarHOCTUKU
HUJIN JIeYeHHs, IPeaoCTaBIsIeMbIX BpadOM Ha OCHOBE
Bpa4yeOHOTro 00CIeoBaHUs U OIIeHKU KOHKPETHRIX U
YVHUKAJIBHBIX O0CTOSITE/ILCTB ITallieHTa. [lalueHTh
OOJIZKHEI IPOKOHCYJIbTUPOBATHECS C BPa4YOM OJIs
II0JIyYeHHUs MIOJTHOU MHPOPMAaLUM O CBOEM 3[10POBLE,
MEOUIIMHCKHUX BOIPOCaxX U BapHaHTax JIeUeHUsI, BKIo4asd
TI00bIe PUCKU UJIH IIPENMYINECTBA B OTHOIIIEHUU

M CIIOJIb30BaHMS JIeKapCTB. [laHHasa nH(poOpMalus He
SIBJISSETCSI TapaHTHEM TOro, 4YTO BU[ JIEUEHUS WUJIN
JIEKaPCTBEHHBIN IIpernapaT 0e3omnaceH, a3dPeKTUBEeH NUIHn
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OomoOpeH [Jisl TeYeHNsI KOHKPETHRIX IallMueHTOB.
ITpepnpusatue UpToDate, Inc. u ero mouepuue
IIPEeOnpPUsITHSA OTKAa3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAaIIe UJIN ee
M CIIOJIb30BaHuEeM. MICII0/Ib30BaHUE 3TON MHPOPMaIUN
PEryJIupyeTcs Y CIOBUSIMU UCIIOJIb30BaHU4,
IIpeaCcTaBIeHHBIMU Ha BeO-CTpaHUIIEe
https://www.wolterskluwer.com/en/know/clinical-
effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2024-03-13

ABTOpCKOe npaBo
© UpToDate, Inc. u ee adpPpunupoBaHHEIE KOMIIAHUN
u/unu nuieH3uapel, 2024. Bce nipaBa 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.

Risdiplam - 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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