MSK Kids

OBPA3OBATEJIbHbIE MATEPUAJIbI 014 MAUMEHTOB N YXAXKUBAKOLNX 3A
HUMW JTNL,

Trofinetide

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
Daybue

Ona 4yero ucnosib3yeTcs 3TOT JIEKAPCTBEHHbLIN
npenapart?

o [IpumeHseTCsa OJid JleyeHUusa CUHOpPoMa PetTa.

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

e Ecnu Y Baliero pe6eHKa aJlJieprusd Ha OAaHHBIN IIpemapart, JII00BIEe ero
COCTaBJIdOIIrE, OPyTrue IMperapaThl, IIPOAOYKTEI IINTAHWUA WUJIXN BEIIIECTBA.
CoobmiuTe Bpauy 00 aJJIEPTUU 1 O TOM, KdK OHaA ITPOsABIIAJIACE ¥ pGGGHKa.

e Ecnu y Bartero pe6eska 3abojieBaHUE ITOYEK.

e Ecnu Ballr pe6GeHOK IPUHUMAET CIIabUTEIbHOE.

IlaHHBIN CIIMCOK JIEKAPCTB U 3a00IeBaHMui, KOTOPhIe MOTYT HEOJIarompusaTHO
coYeTaThCs C IPHUEMOM HAaHHOTO IIpellapaTa, He SIBISETCS MCUYEPIILIBAIOIIUM.

HpOKOHCYHBTHprITeCB C Bpa4YoOM HIIN Q)apMaHeBTOM OTHOCHUTEJILHO BCEX
JIEKAPCTBEHHLIX IIPEIIapPaTOB, KOTOPHLIE IITPUHHUMAET Balll pGGGHOK (KaK
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PelenTypPHBIX, TaK U IpruoOpeTaeMbIX 0e3 pelerTa, HaTypPalbHbIX
IIpernapaTrax ¥ BUTaMHHAaX), a TakK¥Ke o IIpobieMax C ero 3MopoBkeM. Bam
HeoOXO0OMMO YyOOCTOBEPUTHCS, YTO IIPHUEM OaHHOTO mpelapaTa 6e30ImaceH
1pu 3a001eBaHUSX Ballero pebeHka U B COYeTaHUU C APYTUMU
JIeEKapPCTBEHHBIMHU MpellapaTaMu, KOTOPLIE OH yKe IpuHuMaeT. He crnemyeTt
HaYWHATh, IpeKpallaTh IpUeM WU U3MEeHSITh JO3UPOBKY KaKOTo-1ubo
JIEKAQPCTBEHHOTI O ITperapaTa, KOTOPLIM IMPUHUMAaET Balll pebeHoK, 6e3
COTJIACOBAHMS C BPA4YOM.

Y10 MHe HeoOXxoA4AMMO 3HATbL UM JesiaTb, NOKa MOWM
pebeHOoK NnpuHMMaeT gaHHbLIM Npenapar?

e CooOmuTe BCeM MeIUIIMHCKUM pPabOTHUKAM, 00eClednBaIoIuM
MeIUIIMHCKOe 00cnyxKuBaHue Baniero pebenka, o ToMm, 4To Bailr pebeHOoK
IIPUHUMAET 3TOT JIEKapCTBEHHEIM IIpemaparT. 9TO Bpauyu, MeaCeCTpPHI,
¢bapmaneBTH 1 cTOMaTOoJIOrH Barero pebeHka.

e [Ipu mpuMeHEeHUH 3TOTO0 MpelapaTa YacTo BO3HUKaeT auapes. OHa
MOXKEeT IIPUBECTU K 00e3BoKuBaHNI0. CiequTe 3a TeM, YTOOBI peOEeHOK
IIUJI MHOTO XUOKOCTU, M KOHTPOIUPYHUTE ITOTEPIO Beca.
[TPOKOHCYIbTUPYUTECH C BPAUOM O MepaxX, KOTOPhle HEOOXOOUMO IIPUHSTH
IIpU Orapee, 00e3BOKUBAaHUYN UIIU IIOTEPe Beca y Ballero pebeHka.

e Ecnu y Baliero pebeHKa U3MeHSETCS Macca Tejla, IIPOKOHCYIbTUPYUTECH
Cc BpauyoM. Bo3MOKHO, mOTpeOyeTCss U3BMEHUTH ITPHUEM JaHHOTO
JIeKapCTBEHHOTO Ipenapara.

Ecnun Bawa po4yb 6epeMeHHa uam KOpMUT pebeHKa rpyablo:

e [IpOKOHCYNIBTUPYHUTECH C BpAUOM, €C/IU Ballla MOo4Yh OepeMeHHa,
3abepeMeHesna UM KOPMUT pebeHKa rpyabio. Heobxomumo 6ymeTt
00CyOUTh IPEeUMYyIlleCcTBa M PUCKHU [IJIsI Ballled Jouyepu u ee peOeHKa.

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

INPEOVIIPE2KITEHUE/IIPENOCTEPE2KEHME: XoTa u B pegKux
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cly4asiX, HO Y HEKOTOPBIX MallMeHTOB IPUEM JaHHOTO JIEKapPCTBEHHOT O
IIpernapaTa MOXKeT BLI3bIBaTh OUE€Hb CEPhe3HbIe, @ MHOTa U CMEPTEJIbHO
omacHbIe MoOo4YHBIE 3(pdeKTrl. HeMenneHHO CBSIXKUTECh C BpayoM Bairero
pebeHKa unu oopaTUTECh 3a MEOUITMHCKOM IOMOIIIBI0, eCciu Y Bamrero
pebeHKa uMeeTcs 110001 U3 IIePeYrCIEeHHBIX HUXKe ITPU3HAKOB UJIN
CHUMIITOMOB, KOTOPBIE MOTYT OBLITh CBSI3aHBI C OYEHDb TSIKEJIBIM ITOOOYHBIM
aphekToM:

e [Ipu3HaKU alIeprudeckKor peakliy, TakKrue KakK ChIllb, KpaIlluBHUIIA, 3y,
IIOKpPaCHEeBIIasa U OTeYHasi KOXKa C BOIABIPSAMU UIH HIEJTyIIeHHUEM,
BO3MOXKHO B COYETAHHUU C JINXOPAAKOM, CBUCTSIIIEE UJIN XPUIISIIEE
ObIXaHle, CTECHEHUE B TPYyOY UJIM TOpJie, 3aTPYOHEHHOE ObhIXaHue,
TJI0TaHUE UM Pedb, HeOObIUHAasI XPUIIIIOCTh, OTEYHOCTh B 00J1aCTH PTa,
nnila, ry0, sS3blKa WU ropiia.

e Bricokas TeMIiiepaTrypa.

e Cymoporu.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ dekTbl
AAHHOrO JleKapCTBEeHHOro npenaparta?

JIr0001 TeKapCTBEHHBIM IpemnapaT MOXKeT UMEeTh IT000YHbIe 3 (DEKTHI.
OpmHaKO y MHOTHX JIIofmel mo0o4uHble 3P(PeKTH 1100 He3HaYuTEeNbHbBIE, THN00
BOOOIIle OTCYTCTBYIOT. CBAXKHUTECH C BpauyoM Balero pebeHka unu
oOpaTuTeCh 3a MEOUITMHCKOM IIOMOIIBIO, €CIIU JII000M U3 3TUX WU OPYTUX
1mo004YHBIX 3(pPeKTOB OeCcITOKOUT Bartiero pebeHka, UInM €CJjii OH He
IIPOXOOUT:

Huapes.

[ToHUKEeHHBIU allllIeTUT.

IToTeps Beca.

e PBoTA.

TpeBOXKHOCTE.

e OmyiieHue yCTaaoCTU UK Cc1aboCTH.

Pa3gpakeHue HOCa UJIU ropJa.
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ITaHHBIN CIIMCOK BO3MOXKHBIX TOOOYHBIX 3(P(PEKTOB HE SBIISIETCSI
rcuepnbiBaoImuM. Ecnu y Bac BO3HUKIIM BOIPOCH KacaTeIbHO MOOOYHBIX
a¢pdekTOB, 0OpaTUTECH K Bpauy Baiiero pedbeHka. [IpOKOHCYTbTUPYUTECH C
Bpa4doM Balmmero pebeHka OTHOCUTENBHO ITOO0OYHBIX 3(P(HEKTOB.

Bbl MOKeTe COOOUIUTL O Pa3BUTHUM ITOOOYHBIX 9(PPEKTOB B HAIlMOHAILHOE
yIpaBJieHHe 30paBOOXPaHEeHUs.

Kak nyylwie BCero paBaTb 3TOT JIeKAaPCTBEHHbIN
npenapat?
HaBaﬂTe JIaHHbeI IIpernaparT BameMy pe6eHKy B COOTBETCTBUU C

IIpeanucaHusaMu Bpada. [IpoynTanTe BCIO IpeaoCcTaBIeHHYIO Bam
nHpopmaluw. CTpOro ciegynuTe BCEM UHCTPYKIUSIM.

e JlaBaliTe DaHHBIU JIEKAPCTBEHHLIN IIpernapaT He3aBUCUMO OT IpueMa
ITHIIIH.

e CyieqyeT OTMEPATH OO3BI XKUAKOTO IIperapaTa C 0CTOPOXKHOCTBIO.
Hcrmonb3yuTe 003aTop, IPOOalolIucsa BMeCTe C JIeKapCTBOM. Ecnu
003aTOp He MPeOyCMOTPEH B YIIaKOBKE, IIOMPOCUTE y hapMalleBTa
CPeLCTBO [OJis OJO3UPOBaHUA 3TOrO IIpernaparTa.

e JTaHHBIM IpenapaT Helb3s OTMEPSTh OOBIYHON YallHOM HUJIM CTOJIOBOU
JIOZKKOM, a TaKKe MePHBEIM CTaKaHOM. DTO MOXKET IIPUBECTU K TOMY, 4YTO
mo3a OymeT HelmpaBUJILHOM.

e JTOT mpemnapaTr MOTYT IPUMEHSTH IMallMeHTHl C MUTATEJIbHBIMU TPYOKaMHU.
[TpuMeHsNTEe B COOTBETCTBUU C YKa3aHUSAMHU. [locrie MpuMeHeHUus
OaHHOTO IIpellapaTa MPOMOUTE IIUTATENbHYIO TPYOKY.

e Ecnu 3TOT mpenapaT BBEI3BIBAET Y BallleTo pebeHKa PBOTY, OOJIbIIIE He
maBauTe mperapar.

Y10 menartb, ecavm MOU pebeHOK NponyCcTUT NpuemM
A,03bl JIeKapCTBEHHOro npenaparta?

e Bamemy pebGeHKY He cjieiyeT IPpUHUMATh IPONYIIEeHHYI0 103y, JauTe
eMy/eu CIIeOyIoLIyIo 003y BOBPEMHI.
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e He crnenyeT maBaTh ABOMHYIO JO3y OMHOBPEMEHHO UJIU IOIIOIHUTEJILHEIE
OO3HI.

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

e XpaHuTe B XonoauinbHuKe. He 3aMmopaxkuBauTe.
e XpaHUTEe B BEPTUKAJILHOM II0JIOKEHUHU C 3aKPBITEIM KOJIITAYKOM.
e JlepKuTe KPHILIKY IIJIOTHO 3aKPBITOMU.

e [locne IIEPBOHAYAJIBHOT'O BCKPHITHUSA YIIAKOBKHU BbIGpOCbTe BCe
HEHUCIIOJIb30BaHHLBIE ITOPIIXHU I10 HCTEYEHHNN 14 I[HGfI.

e XpaHHUTE BCe JIeKapCTBEHHbIe IpemnapaTkl B 0e30I1aCHOM MecTe. XpaHuTe
BCe JIeKapCTBEHHEIE ITpellapaThl B MEeCTe, HEIOCTYITHOM [JIs AeTel u
OOMAITHUX KHUBOTHHIX.

e YTUNMU3UPYUTE HEUCIIOIb30BaHHbBIE JIEKaPCTBEHHEIE ITPerapaThl UJIx
IIperapaThl C UCTEKIIIMM CPOKOM IOOHOCTU. He BBIIMBANTE B TyasjeT UIN
KaHanu3aiuoo 6e3 COOTBETCTBYIOIINX YKa3aHul. Eciu y Bac eCTb BOIIPOCHI
OTHOCHUTEJIPHO YTUIN3alliH JIEKapCTBEHHEIX IIPEenapaTos,
ITPOKOHCYIbTUPYUTECH C hapMalleBTOM. B BallieM permoHe MOryT
OelCTBOBATh MPOrpaMMbl YTUIIU3AIINY JIEKAPCTBEHHLIX IIPeIrapaTos.

OO e cBeaeHUusa O JyieKapCTBeHHbIX NpenapaTax

e Ecnu cuMnTOMEl MIU HaAPYIIIEHUST COCTOSTHUS 3I0POBbs Bartero pebeHka
He YMEHbBIIIAI0TCsI, UJIU OTMedaeTCs yXyhalleHue, o0paTuTeCh K Bpady
Baritero pebeHka.

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

e K HEKOTOPHBIM JIEKapCTBEHHEIM IIpeliapaTtaM MOT'YT IIpujaraTtbCs Opyrue
nH(pOpPMallMOHHBIE TUCTKHU OJId ITalueHTa. Eciu y Bac eCTh BOIIPOCHI,
Kacamwllrecs JaHHOI'O JIEKapCTBEHHOI'O IIperapara,
ITPOKOHCYIbTUPYUTECH C BpadoM Bairiero pebeHka, MegCceCcTpoOH,
bapmaiieBTOM UMM OPYTUM PabOTHUKOM 34PaBOOXPaHEHUS.
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e Eciu BB cynTaeTe, YTO IPOU30IIIIA IIePeIo3uPOBKa IIpernapara,
HeMeJJIEHHO IT03BOHUTE B TOKCUKOJIOTUYECKHUH IIeHTP HUJIX 00paTUTECh 3a
MEeOUIIMHCKOM ITOMOIIbI0. ByabTe TOTOBEI COOOIIIUTE MIX MOKAa3aTh, KAKOM
IIperapaT Bhl IPUHSIIHN, B KAKOM KOJIMYECTBE 1 KOTa 3TO IIPOU3OIIIIIO.

Ucnonb3oBaHue uHdopmMmauum notpedburtenem um
OorpaHu4YeHuMe OTBeTCTBEHHOCTHM

9Ta 00001eHHas nHpopMaIus BKII04YaeT KpaTKue CBeOeHUs 0 JUarHose,
JIeYEeHUU U/UJIU JIeKapCTBEHHOM IpenapaTte. OHa He sBJIIeTCS
BCEOOBEMITIOIINM UCTOUYHUKOM OAaHHBIX U OOJI?KHA MCII0JIb30BaThCS B
KadyeCTBe MHCTPYMEHTa, IOMOTalMIIEero II0JIb30BaTEN0 IIOHATh U (MJIN)
OLIEHUTH IOTEHI[UaJIbHLIE BapUaHThl JUarHOCTUKU U JiedyeHusa. OHa HE
BKJTIOUaeT B ce0s BCI0O MH(POPMAIIUIO O COCTOSTHUSAX, METOax JIeUeHHUs,
JileKapCcTBax, MOO0YHBIX a(deKTax UIn PrUCcKax, KOTOPble MOTYT OTHOCUTHCS K
KOHKpeTHOMY HauueHTy. OHa He [OJI)KHa CYUTAThCI MEeOULIMHCKOU
KOHCYJIbTalluel UJIM 3aMeHOU MEeQUIIMHCKOU KOHCYJIbTalluu, OUAarHOCTUKU
UV JIeYeHUsI, IIPeJoCTaBJISeMbIX BpauoOM Ha OCHOBE BpaueOHOT0
o0cJieqoBaHusS M OLIeHKM KOHKPETHBIX M YHUKAIbHBIX OOCTOSITEIHCTB
rnanueHTa. [lalqueHThl JOJIXKHEL IIPOKOHCYJIbTUPOBATHCS C BpauyoM [Jisd
IIOJTy4EeHUS IIOJTHOU MHPOPMAIUU O CBOEM 3TOPOBbE, MEOUIIMHCKUX BOIIPOCAaX
11 BapHaHTax JIedeHus, BKIIo4Yas Iio0ble pUCKY UM IIPENMYIIECTBA B
OTHOIIIEHUY UCHOIb30BaHuA JIeKapcTB. [laHHasd nHpopMalusa He SABISIeTCS
rapaHTHeud TOro, YTO BU[ JIEUEHUS UJIU JIEKaPCTBEHHBINA IIpenapaT
O6e3omaceH, 3¢pheKTUBEH UIU OOO00pEeH OJis JiedeHUsI KOHKPETHBIX MallieHTOB.
[Ipepnpusatue UpToDate, Inc. u ero moyepHue nNpequpusaTUs OTKa3bIBalOTCSA
OT JIIOOBIX TapPaHTUU UJTA 0053aTEeJIbCTB, CBA3aHHLIX C 3TOM MHPOpMalueu
WUJIM €e UCIOoIb30BaHueM. Mcrnonb30BaHue 3TOM HHPOPMAILUU PETYIUPYETCA
YcnoBusiMu MCNONIb30BaHUsI, TPeACTaBJIEHHLIMU Ha BeO-CTPaHUIle
https://www.wolterskluwer.com/en/know/clinical-effectiveness-terms.

LNaTa nocsepHero nepecMoTpa
2023-03-15

ABTOpCKOe npaBo

© UpToDate, Inc. u ee abpunmpoBaHHEIE KOMIIaHUU W/UIM JIMII€H3UAPHI,
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2024. Bce nmpaBa 3allUllleHHl.

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.

IomonmHUTENbHYIO UH(POPMAIINIO CM. B HaIllell BUPTyaJIbHOU OMOIMOTEKE Ha
cauTe www.mskcc.org/pe.
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Bce npaBa 3amuiieHs 1 npuHaainexaT Memorial Sloan Kettering Cancer Center
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