MSK Kids

OBPA3OBATEJIbHbIE MATEPWAJIbI OJ1 MAUWEHTOB U
YXAXKNBAKOLWNX 3A HAMW NTNL,

Factor IX (Human

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
AlphaNine SD; Mononine [DSC]

Toproeble HaMuMeHOBaHuA: KaHapa
Immunine VH

Onsa 4yero Mcnosib3yeTcAa 3TOT JIeKapPCTBEHHbIN
npenapart?

e OTOT IIpernapaT IPUMEHSETCA /I JIeUeHUSA UIN
IIpedoTBPallleHNsI KPOBOTEUEHUM Y MAllueHTOB C
reMo(puiInen.

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
Bpay4l, MeOcecTphl, papMalleBThl 1 CTOMATOJIOTH
Bamiero pebeHka.

e CrreguTte 3a TeM, YTOOBI PEOEHOK IIPOXOAUII aHAIN3EI
KPOBHU U OpPyrue jJadopaToOpHbIe aHAIN3EI B
COOTBETCTBUH C YKa3aHUSIMM Bpaya.

e HemenneHHO oOpaTUTECh K Bpaudy IIPU MOSIBIIEHUU Y
pebeHKa Mocjie IpreMa 3TOT0 ImpemnapaTa JI00bIX
HeOoOBbSICHUMEBIX KPOBOIIOATEKOB MM KPOBOTEUYEHHUS, a
TaKJKe eCJIM KPOBOTEeUYEeHHeEe He YIaeTCsI OCTAHOBUTE.
9TO MOKeT OBITh IPHU3HAKOM TOT'0, YTO OOBIYHAs J03a
BaIero pedbeHka He paboTaer.

e Bo BpemMs nipuMeHeHU OaHHOI'O JIEKapPCTBEHHOI' O
IIperapara Bo3HUKal TpoM003. Ecnu y Bariero
pebeHKa paHee ObLII TPOMOO03, IIPOKOHCYIbTUPYUTECH C
Bpa4yoM.

e OTOT IperapaT U3rOTOBJIEH U3 YEJIOBEUYECKOU I1JIa3MHbl
(0OgHOTO M3 KOMIIOHEHTOB KPOBU) U MOXKET COOepzKaTh
00JIe3HEeTBOPHEBIE BUPYCHL. IIpemapaT MpoOXoauT
CKPUHUHT, TECTUPOBaHNE U 00PabOTKY C IIEJIbIO
CHUXKEHUS PUCKa UHPeKIInu. [I[pOKOHCYIbTUPYUTECH C
BpPa4doM.

e [TpOKOHCYIBTUPYUTECE C Bpa4OM, €CJIM Balll peOeHOK
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cobupaeTcs B myTeniecTsrue. EMy Hy>KHO OyaeT B3STh C
co00l MOCTAaTOYHOE KOJINUYEeCTBO JaHHOTO
JIEKapCTBEHHOTO IIpenapaTa [Jis MUCI0JIb30BaHUsI BO
BpeMsI IIyTeIIeCTBUS.

e Eciiu Bai peOeHOK NIpuaepPKuBaeTCS OUETHI C HU3KUM
cogep>KaHUEeM HaTpus Ujin 0eCCOIeBOM OUETHI,
IIPOKOHCYJIbTUPYUTECH C BpadyoM. HEKOTOpEIE U3 3TUX
IIpernapaToB comep>KaT HaTPUM.

Ecnu Bawa po4yb 0epeMeHHa nam KopMuT pebeHka
rpyAablo:

e [IPOKOHCYNIBTUPYUTECH C BPAYOM, €CJIM Ballla JOYb
OepeMeHHa, 3a0epeMeHesia UJIn KOPMUT pedeHKa
rpynobio. HeoOxomumo OyoeT oOCyauTh IIPEeuMyIlecTBa
1 PHUCKM [JIs Ballled Ho4Yepu u ee pebeHKa.

O Kakux nobo4HbIX 3cpceKkTax MHe cnepyeT
HeMepnJiIieHHO coo0LwWwaTh evyalwemy Bpadyy Moero
pebeHka?

IIPEOYIIPE2KITEHUE/IIPENJOCTEPE2KEHMUME: XoT4
1 B PEIKHUX CIy4Yasax, HO Y HEKOTOPHIX IMAIlMEeHTOB IIPUEM
OAHHOTO JIEKapCTBEHHOI'O IIpenapaTa MOXKeT BEI3bIBATh
O4YeHb Cephe3HbIE, a UHOTAa 1 CMEPTENIhHO OIIaCHEIE
1mo0ouHbIe 3dPekThl. HeMenneHHO CBIXKUTECH C BpadyOM
Bamiero pebeHka ninu oOpaTUTECh 3a MEOUIIMHCKOU
IIOMOIIBIO, eciid y Bamiero pebeHka nMmeeTcs n000u U3
IIePEeYNCIIEHHBIX HU2KEe IPU3HAKOB UJIM CUMIITOMOB,
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KOTOPBI€ MOTYT OBLITh CBSI3aHBI C OYEHb TSKEIBIM
IT000YHKEIM 3 (PeKTOM:

e [Iprv3HaKM anIepruyeckKon peakiny, TaKrue KaK ChIIb,
KpamnuBHUIIA, 3y, IOKPAaCHEBIIIasad U OTe4YHasa KoxKa C
BOJIOBLIPSIMU UJIM LIEJyIIIeHHeM, BO3MOXKHO B
COYeTaHMWH C JINXOPaaKOHu, CBUCTHIIEE UIN XPUIISLIIee
ObIXaHNEe, CTECHEHNE B I'PyOUN UJIU ropJie,
3aTPYOHEHHOE ObIXxaHue, I'JIOTaHue UJINU Peub,
HeOOBIYHas XPUIIJIOCTh, OTEYHOCTDL B 00JIaCTH PTa,
nuia, ryo, sS3bpIlKa UJIU ropJia.

e CUMIITOMEI HEKOTOPHIX MHpEKINH (rmapBoBupyca B19,
rermatuTa A), BKIO4Yas IOBHIIIIEHHAE TEMIIePaTYPHI Tela
I 03HOO, TOJIOBHYIO 00JIb, COHJIMBOCTH, HACMOPK,
CBINIb, O0JIb B CyCTaBaX, IIOBHIIIIEHHYIO YTOMJISIEMOCTS,
CHUXKEHHUE alllleTHTa, TOMIHOTY WX PBOTY, OUapelo,
OOJIb B JKMBOTE, MOXKENTEeHNE KOXHU UIh OEIKOB I'J1as.

e [Ipu3HakKu MpoOJIEM C IIOYKAMHU, B T. Y. OTCYTCTBHUE
MOYEeHNCIyCKaHusI, u3MeHeHne 00beMa MO4Yl, KPOBEL B
MoUe nubo0 pe3Kuii Habop MacCCHI Teja.

e CHUJIbHOE T'OJIOBOKPY2KEHNE NI 0OMOPOK.
e YyaIllileHHOe cepalieOueHue.
e PBOTA.

e HeoOnluHEBIE OImymeHunsd 2K2KEHNA, OHEMEHHNA NIIN
ITOKaAJIbIBAHU .
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e becmnokoucTBO.
e BricOKada TemMmeparypa.

e CnabocTh Ha 1 cTOpOHE Tena, 3aTpyOdHEHHAsI pedb UIU
MBIIIIJIEHHE, TPO0JIEMEI C COXPaHEHUEM PAaBHOBECH S,
0OBHCaHME OOHON CTOPOHEI JINIIA NI HEYETKOCTh
3PEHUA.

e HeMenyieHHO CBSI2KMTECH C BpadyoM, eciau y Bamiero
pebeHKa HaOIrogaroTCs IpHU3HaKu TpoM0OO3a, TaKue
KaK 00JIb UJIM YYBCTBO CTECHEHUS B IPyOU; KaIlelb C
KPOBBIO; OJILIIIKA; OTEK, OINYyIeHNe Telljla, OHEMEeHHUeE,
1I3MEeHEeHNe IIBeTa UIn 00JIb B HOT€ UJIU PYKE;
3aTPyOHEHHbIE pedb UJIH TJIOTaHUe.

KakoBbl HeKoTopbie apyrue nobouHsbie 3¢ dekTbl
AAHHOrO JiIeKapCTBEHHOro npenaparta?

JI:0001 TeKapCTBEHHBIM IperapaT MOXKeT UMETh
1mo0ouHbIe 3QPekThl. OMHAKO Y MHOTHUX JI0Oey IOO0YHEIE
3¢ dekTrl MO0 He3HAUYUTENbHEIE, TN00 BOOOIIE
OTCYTCTBYIOT. CBSIKUTECH C BpadyoM Barlmero pebeHkKa
U1 00PaTUTECh 3a MEOUIIMHCKOM IIOMOIIBIO, €CJIU
JTI000H M3 3TUX UM OPYTrux M000YHBIX 3(P(HEKTOB
OecrokouT Bariero pebeHKka, UM €CJIM OH He IPOXOOUT:

e ['Oj1OBHAsa O0JIb.

e TOIIIHOTA.
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e O3HO0O.
e [Unepemus (pyMsiHelI).

o 2K3XXeHMe B MeCTe BBeIeHUs IIperapara.

ITaHHBIM COINCOK BO3MOXKHBIX TOOOYHEIX 3(PEKTOB HE
SIBJII€TCHA UcUYepnbiBawiuM. Ecnu y Bac BO3HUKIIHU
BOIIPOCHI KacaTeJIbHO MOOOYHEIX 3(PEKTOB, 0OpaTUTECH K
Bpaudy Bamiero pebexka. [IpOKOHCYJTBTUPYUTECH C
Bpa4yoM Baiiero pebeHka OTHOCUTEJIbHO MOOOYHEIX

3¢ PeKTOB.

Bil MozkKeTe COOOIIUTE O PA3BUTHH ITOOOYHBIX 3(pPEKTOB
B HAITMOHAJIbHOE yIIpaBJIeHHE 30PaBOOXPaHEHUS.

Kak sy4yuwie BCcero gaBaThb 3TOT JIEKAPCTBEHHbIN
npenapart?

IlaBaviTe maHHLIM IpemnapaTr Bamemy peOeHKY B
COOTBETCTBUU C IIPEeOrnucaHusIMu Bpada. [IpouuTaite
BCIO IIpeaoCcTaBieHHy0 Bam nHpopmalno. CTporo
CJIeAyUTe BCEM MHCTPYKIIUSAM.

e [IJIs1 BHYTPUBEHHBIX MHHEKITHH.

e Ecnu BBl OyfieTe caMu gejiaTh YKOJIBI CBoeMy PeOeHKY,
Bpady Balero pebeHKa UJIM MeJficecTpa HaydaT Bac
nenaTh UHbEKITUH.

e MoliTe PYKHU OO0 U IIOCJIe NHBEKIIHH.

e JTaHHBIM JIEKAPCTBEHHBIN IIpernapaT HeoOX0OuMO
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cMelIaTh nepen npueMom. CrnegyruTe NMHCTPYKIIUSAM
Bpada B OTHOILIEHWY CMEIINBaHUS IIpenapara.

[Ipu XxpaHEeHUHU B XOJIOOUIbLHUKE JauTe JaHHOMY
JIEKapCTBEHHOMY IIpernapaTy HarpeThbCs 00 KOMHATHOU
TeMIIEpPATyPHI IIepe cMeninBaHueM. [laHHBIN
JIEKapCTBEHHBIN IIpenapaT HeJlb3sl HarpeBaTh.

He B30ajyiThIBauTe.

He nmpumMeHsanTe, €ClIM PaCTBOP MYTHBIM, IIPOTEKAET
UJIN COOEPKUT YaCTUIIHL.

He ncrnonb3yliTe, €eCIu PaCTBOP U3MEHUT IIBET.

BbI DOI2KHEI 3HAaTh, B TeYEeHHE KaKOTr0 BpEMEHU
IIperapar NPUTrofeH K HCIO0JIb30BaHUIO U KaK €ro
XPaHUTh IIOCJIe CMEeIINBaHusd. B ciiydyae coMHeHUN
ITPOKOHCYJIbTUPYUTECH C BPA4YOM UJIU (papMaIlleBTOM.

BCio ocTaBIIyIOCS MOPIUIO IpellapaTa IMoCjie BBeJeHUsI
OO3EI CJIeayeT BEIOPOCUTE.

BrIKMObIBaliTe UTJIbl B KOHTEHHED OJIs

M CII0JIb30BAaHHBIX OCTPHIX IIPEeaMEeTOB/UT0JIOK. UTIbl u
Opyrue rnpeagMeThl IOBTOPHO HUCIIOJIb30BaTh HEJIL3S.
Korga KOHTEeMHED HAMOJIHUTCA, YTUIIU3UPYUTE €TI0
COTJIaCHO MECTHHIM IIpaBuiiaM. Ecnu y Bac ecTh
BOIIPOCHI, IIPOKOHCYJIbTUPYUTECH C BPAYOM UJIU
dapmaiieBTOM.
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Y10 menartb, ecam MOU pebeHOK NponycTUT NpuemM
A,03bl JIeKapCTBEHHOro npenaparta?

e CBsIXKHUTECH C BpauoM Baimero pebeHka, 4TOOHI
BBISICHUTD XOI ODAJIbHEUINNX NEeNUCTBUMA.

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

e HeoTKpHITEIE VIIAKOBKU CJIeiyeT XPaHUTh B
xoyiogunbHUKe. He 3aMopakuBaiiTe.

e XpaHUTE B IEPBUYHOM KOHTEHHEDE.

e [Ipu HEOOXOOMMOCTH 3TOT IIpPeIapaT MOXKHO
HEKOTOPOEe BpeMS XPAaHUTh IPHU KOMHATHOM
TeMmrnepaType. [IpoBepbTe, KakK OOJIT0 3TOT Ipelapar
MOZKEeT XPaHUThCA IIPU KOMHATHOM TeMIIepaType,
IIpexkae 4eM ero Hy>KHO OyJeT BEIOPOCUTD.

e B ci1yuae xpaHeHUd Iipernapara npu KOMHaTHOMU
TeMIlepaType 3alullnuTe JaTy Hadajla XpaHeHUus [IPU
KOMHaTHOU TeMIlepaType.

e XpaHHUTE BCe JIeKapCTBEHHLIE IIpernaparThl B
0e30ImacHOM MecTe. XpaHUTe BCe JIeKapCTBEHHEIE
IIpenapaThl B MecTe, HeJOCTYIIHOM [JIs JeTel 1
OOMAIITHUX KHNBOTHBIX.

e YTUIN3UPYIHTE HENCIOJIb30BaHHEIE JIEKAPCTBEHHEIE
IIperapaThl UM IpenapaThl C UCTEKIINM CPOKOM
rogHoCTH. He BuIZIMBaNTE B TyaJieT WK KaHaJIN3aIlluio
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0€e3 COOTBETCTBYIOINX YKa3aHuM. Eciu y Bac ecThb
BOIIPOCHI OTHOCUTEIFHO YTUIN3alINH JIEKaPCTBEHHBIX
IIperapaToB, IIPOKOHCYILTUPYUTECH C (DapMalleBTOM.
B BallteM permoHe MOTYT IeMCTBOBAThL IIPOTrPaMMEI
YTUJIM3aIIUY JIeKapPCTBEHHBIX IIperapaTos.

OO e cBeaeHUusa O JyieKapCTBEeHHbIX NpenapaTax

e EciIi CUMIITOMBEI UJIM HapPVIIIEHUSI COCTOSIHUS 300POBbS
Barero pebeHKa He YMEHBIIAIOTCS, UM OTMEeYaeTCs
yXyOmieHue, oOpaTUTech K Bpauy Baiero pebeHka.

e He menurtech meKapcTBOM BallleTo pebeHKa C OPyTrUMU
1 He JaBaulTe 4be-Tu00 JIEKapCTBO BallleMy PeOeHKY.

e K HEKOTOPHEIM JIEKAPCTBEHHBIM IIperapaTaM MOT'yT
IIpujaraTbCs Opyrue nHpopMalliOHHbIE JIUCTKHU OJIS
nanueHTa. Eciu y Bac ecTh BOIIPOCEHI, Kacarliuecs
OAaHHOT'O JIEKapCTBEHHOI' O IIpemnapara,
IIPOKOHCYNIbTUPYUTECH C BpauoM Bamiero pebeHka,
Me[acecTpou, ¢papMalleBTOM HJIN OAPYTUM PaOOTHUKOM
30PaBOOXPaHEHUS.

e ECi BB cCUMTAETe, UYTO IPOM3IOIIJIa Iepeao3nPoBKa
IIperapara, HeMeaJIeHHO ITI03BOHUTE B
TOKCHKOJIOTUYECKHNH IIEHTP UJIK O0paTUTECH 3a
MEeOUITMHCKOM IIOMOIIbLI0. BygbTe roTOBEI COOOIINUTD
1JIM II0Ka3aTh, KaKOM IpelaparT Bhl IIPUHSIJIN, B KAKOM
KOJIMYEeCTBEe 1 KOTa 3TO IMPOM3IOIIIIO.
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Ncnonb3oBaHMe uHcpopMmaumm norpedurenem m
OrpaHu4YeHune OTBEeTCTBEHHOCTH

OTa 0000mieHHasa nHpOpMaIusI BKIII0OYaeT KPaTKUe
CBEOEeHUS O JuarHose, Je4YeHuHU U/UJIu JIeKapCTBEHHOM
npemnaparte. OHa He SBJISIEeTCS BCEOObEMITIONINM
NCTOYHUKOM JAaHHBIX M JOJI2KHA MCIIOJIb30BAThCS B
KadyeCTBe HHCTPYMEHTAa, IIOMOTaloIIero I10jIb30BaTelIio
IIOHSTH U (MJIN) OLIEHUTh MOTEHIIMaJIbHEIE BaPUAHTEHI
OUarHoCcTuku u jnedeHusi. OHa HE BkirodyaeT B ceOs BCIO
HH@OPMAIINIO O COCTOSIHUSAX, MEeTOdaX JIeUEeHHH,
JIeKapCcTBaX, MOO0YHBIX 3 PeKTax UIu PUCKaX, KOTOPHIE
MOT'YT OTHOCUTBLCS K KOHKpPeTHOMY HanueHTy. OHa He
OOJIKHA CYMTATHCS MEOUIIMHCKON KOHCYJIbTallueu UJIu
3aMEHOU MEeOUIIMHCKOU KOHCYJIbTAalluK, OUAarHOCTUKU
WUJIN JIeYEeHU s, IPeaoCTaB/IsieMbIX BPpa4yOM Ha OCHOBE
BpavyeOHOTo 00CIegoBaHUs U OILIEHKU KOHKPETHRIX U
YVHUKAJIbHBIX O0CTOSITEIbCTB ITallieHTa. [lalueHTh
OOJIZKHEI IIPOKOHCYJIbTUPOBATHECS C BPa4YoOM OJIs
II0JIy4YeHHUS MIOJTHOU MHPOPMALUM O CBOEM 3[10POBLE,
MEOUIIMHCKHUX BOIIPOCaX U BapHaHTaXx JIeUeHUsI, BKI04asd
TI00BIe PUCKU UJIH IIPENUMYINECTBA B OTHOIIIEHUU
HCIIOJIb30BaHUs JIeKapcCcTB. [laHHas nHPopMalus He
SIBJISIETCS TapaHTHEM TOr0, 4YTO BU[ JIEUHEHUS WUJIN
JIEKaPCTBEHHBIN IIperapaT 0e3omnaceH, adPeKTuBEH NUIHN
OomoOpeH il TeYeHUsI KOHKPETHRIX MallueHTOB.
IIpeonpusatue UpToDate, Inc. u ero mouepHue
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IIPEeONpPUsITHSA OTKA3bIBAIOTCS OT JIIOOBIX TapaHTHUU HUJIU
00s13aTeNIbCTB, CBSI3AaHHBIX C 3TOM HH(POPMAIIEe UIN 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 nocsiegHero nepecMoTpa
2023-12-21

ABTOpCKOe npaBo

© UpToDate, Inc. u ee adpPpunupoBaHHEIE KOMIIAHUN
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.
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Bce nipaBa 3amuinieHbl ¥ nprHaajaexaTt Memorial Sloan Kettering

Cancer Center

$ Memorial Sloan Kettering
T ) Cancer Center
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