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 lomumremna Bepa

(MCTMHHASA TOMUIATEMIISA)

MuenonponudepaTuBHble HOBOOOPAa30BaHMS
(MITH) BXOAAT B TPYIITY BUJIOB pakKa

Kposu. Bce MITH ABnAI0TCA XpOHNYECKUMHA
3a0071eBaHMAMMY, CKIOHHBIMM K 000CTPEHNI0
¢ TedeHueM BpemeHn. HacroAmmit TepMuH
0OBIYHO BKJIIOYAET B ce0s Tpu 3ab0/eBaHyA:
acceHIManpHyIo Tpomboruremuio (37T),
nonuiuremuio Bepa (I1B) u muenopu6bpos
(M®). [TaHHBIIT MHGOPMAIIOHHBII
OI0//IeTEeHb COZIePXKUT NH(POPMAIUIO O
HOMNINTEMUN Bepa.

bonpuble ¢ I1B u nuia, ocymecTsagmomme
3a HMMU YXOJi, 4aCTO YyBCTBYIOT Ce0s
M30/IPOBAHHBIMU 1 He YBEPEHBI, Ky/a
00paTUTHCS 32 TOMOIIBIO U MHMOPMAI[UEIL.
Heo6xonmnmo 0653aTe/IbHO IOCOBETOBATHCA
C MEUIIMHCKUMU PAOOTHUKAMMA,
IpefoCTaBAIUMI BaM tedenne, 4To0bI
HaJITH IPaBUIBHYIO MH(OPMAINIO O
KoHTponupoBanuu 1B u mogmepxke mist
pelieHusi po6yIeM KOrOCPOYHOTO YXO/a.

Xopoliasg HOBOCTb 3aK/II09a€TCA B TOM, YTO
KOJINYeCTBO MH(POPMAIVIOHHBIX PeCYPCOB IS
6onpHbIX ¢ MITH pacret. Ecin Bam mnu xomy-
m60 n3 Bamux 6/m3Kkmux 6bUT IOCTaB/IeH
puarnos I1B, y Bac MokeT BOSHUKHYTh
MHO>K€CTBO BOIIPOCOB II0 IIOBOJY 3TOTO
3a0071eBaHNsl, BAPMAHTOB €ro JIeYeHNs], a
TaK>Ke BOIIPOCOB O BIIMAHMUY 3TOTO AMAarHo3a
Ha Ka4eCTBO XKM3HM.
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MOMOLLb B MOUCKE MHOOPMALIW O MINH

Coo61L1ecTBO MO OKa3aHWIo NOMOLLY OHKoornyeckum 6onbHbiM (Cancer Support Commu-
nity) 888-793-9355 www.CancerSupportCommunity.org

JleyeHne paka (CancerCare) 800-813-4673 www.cancercare.org

O6LiecTBO MO feyeHmio nerkosa n numdombl (The Leukemia & Lymphoma Society)
800-955-4572 www.lIs.org

O6paszosatenbHbiit doHA AnA 6onbHbIX ¢ MIMH (MPN Education Foundation) www.mpnin-
fo.org

HayuHo-nccnepoBatenbckunin GoHa Ana 6onbHbix ¢ MIMH 312-683-7249
www.mpnresearchfoundation.org

DoHpA 3awmTbl MHTEPEeCcoB naymeHToB (Patient Advocate Foundation 800-532-5274
www.patientadvocate.org



YTo Takoe nonnuntemma Bepa
(MCTUHHaA nonuumMTeEMMA)?

[Momuumremus Bepa (I1B) mpencTapsietT co607 peqKumii Tt
paka KpoBU 1 OOBIYHO BKITIOYAETCS B KATETOPUIO PAKOBBIX
3a00/eBaHNIl, U3BECTHBIX KaK MUeTONponudepaTuBHbie
HoBooOpasoBanus (MITH). IIB, kak mpaBuito, sIBIseTCA
pe3y/IbTaToOM MYyTallui B KPOBETBOPHBIX CTBOJIOBBIX
KJIeTKaX, KOTOpas CHIDKaeT CIOCOOHOCTh OpraHusMa
OrpaHNYVBATh BBIPAOOTKY KIIeTOK KPOBM (B 0COOEHHOCTH
KPacHBIX KPOBSIHBIX KIIETOK). BbIXOfsiiiee 3a Tpemesns
HOPMBI YMCTIO KPAacHBIX KpPOBSIHBIX KI€TOK MOXKeT
MIPUBECTH K TIOBBIIIEHHON BA3KOCTU KPOBHU, 3aMeJIEHIIO
IBIDKEHUS KPOBU 4Yepe3 BEHbI U apTepPuU, MOBBIIIEHNIO
pucKa 06pa3oBaHNsA CTYCTKOB BEHO3HOI KPOBY, MHPAPKTY
VULV IHCYJIBTY.

HccnenoBaTeny oKa He MOTY T OTIPEe/INTD, KaKe B/IeHI
IIPUBOJAT K pasBuTHio y yenoseka I1B. Tem ne meHee, ot
YCTaHOBWIN, YTO IOYTH BO BCEX CMYYaAX Y MAIMIEHTOB C
muarHosoM IIB MoxeT nposABIATbCA crernydudecKas
reHeTmdeckass MyTanuA reHa JAK2 B cTBONOBBIX KIeTKaxX
KOCTHOT'O MO3Ta.

HecmoTpss Ha TO, 4YTO NOMMUMTEMUS Bepa CBsA3aHA
C TEHeTMYEeCKOV  MyTauuell, OHa He  ABIAETCA
HACTe[ICTBEHHbIM 3a00/leBaHMeM, TaK Kak OHO, Kak
IPaBWIO, OIPAHMYEHO CTBOJOBBIMM KJIE€TKaMM W He
paclpoCTpaHseTca B OCTajbHbIe KIETKM OpraHu3Ma,
HaIpyMep, CriepMy WM AinekneTkn. Ha ceroguamHmit
J€Hb y4YeHble He YBEPEHbBI, YTO IPUBOZUT K MyTaLWM,
BoisbiBaromieit  IIB, opgHako B Hacrosliee BpeMs
NIPOBOJATCA [JOIOHUTENbHbIE MCCIAENOBAHMA C LIEIbIO
OIIPENIENIUTD TOYHYIO IIPUYMHY.

MA3OK KPOBW, B3ATbIN Y MALMEHTA C NOIULIMTEMUEN BEPA

YdeHble YCTAHOBWIN, YTO GO/IE3Hb IOpPaXKaeT HECKOIbKO
Oonblile MY>K4MH, YeM JKEHIVH, ¥ Yallle BCTPEeYaeTcs
y mopeil B Bospacre or 60 mo 80 et m crapiue, a He y
MOJIOJbIX TTIOJTETA.

[MTomuuureMus Bepa — Hemsneunmoe 3aboneBanue. OHO
CUMTAETCA XPOHMYECKMM M IPOTPECCUPYIOLUM, HO
HOC/IENICTBYIA 9TOTO 3a00/IeBAHNIA MOXKHO KOHTPO/IPOBATh
C TIOMOLIbI0  COOTBETCTBYIOLIEN  MEIMKaMEHTO3HOM
Tepamuyu ¥  Pa3/IMYHBIX  BUJIOB  BMEIIATEIbCTBA.
CylecTByeT HEKOTOPBIII PUCK, YTO B TeYEHVIE HECKOIBKIX
flecATIIeTHII 3ab0/IeBaHne TpUMeT Go/lee arpecCUBHYIO
¢dopmy paka KpoBHL.

Bpemsa or BpemeHM Yy OONBHBIX pPasBMBAETCA OCTPBIiL
Teiiko3 W  3aboeBaHMe, JVIMEHyeMOe BTOPUYHBIM
muenodubposom. IIpenorBpaliienyie W OrpaHUYEHVe
puUCKa 3TOro IpeBpalieHMA B Ooree arpeccuBHOeE
3aboneBaHNe SABIACTCA ONHMM M3 Haubonee BaXKHBIX
IPYOPUTETOB IIPY JICIEHN.

B nemom, opnako, IIB pasBmBaerca m mporpeccupyer
OuYeHb MefyleHHO. Ha camoMm [ene, HeKOTOpBIE IOV
MOI‘YT B TE€UYE€HINE MHOIUX JIET HE HOI[OSpeBaTI), qTo Y
HIX 3TO 3a00/IeBaHIe, TOCKOTIbKY OHU He VICIIBITBIBAIOT
HUKAaKUX CUMIITOMOB. Bo MHOIMX caydasix cpasy xe
nocie guarHoctupoBanusi IIB ato 3aboneBaHme MOKHO
KOHTPO}II/IPOB&TI) n Yl'[paB}'IF{Tb €r0 XOJOM B TEYCHNE
Jonrux jeT, 1 OHO HE 6YI[6T BbI3bIBATH CYIJ.IeCTBGHHbIX
V3MEHEeHU B HPOI[O}I)KI/[TCIII)HOCTI/I JKVMI3HU Y€/10BE€Ka NN
Ka4yeCTBe JKM3HIN.

«O0HOU U3 sewel, XapakmepHbix
0719 noauyumemMuu 8epa, Kak u
0714 8cex pazHosuoHocmeti MITH,
48719emcs Mo, Ymo CUMNMOMebI,
Komopele ucnblimablsarom 60s1bHbIe,
He 8ce20a CO0MBemcmayom
KOIUYeCmeeHHOMY aHAnu3y
KpOBU — N03MOMy 06A3amesibHO
coobwatme 8payy 0bo scex
CUMNMOMAx».

J-p Jlopa C. Muxasnuc (Dr. Laura C. Michaelis)




CUMNTOMBI

IIpn pasButuM mnomuUUTeMUM Bepa HabmoOfaeTCsA
yBelM4YeHNe 4YMCAa KPacHbIX KPOBAHBIX KIETOK, MU
MalMEeHTbl MOTYT VMCIIBITBIBATD LIE/IbI pAJ, CUMITOMOB:
HEKOTOPbIe BO3HUKAIOTBCIENCTBIEBA3KOCTUMIIUTYCTOTE
KpOBH, 2 HEKOTOpbIe — 113-32 aHOMAa/IbHBIX XMMIYECKIX
BeII[eCTB, BBIPa0OTaHHBIX BKOCTHOMMO3Te. Y HEKOTOPBIX
TIofell CUMIITOMbI HEMHOTOUYMC/IEHHBL. Y APYTUX B TOT
WIM VHOV MOMEHT 3a00jieBaHMs MOTIYT BO3HUKHYTb
OJVH MIUM HECKO/IbKO U3 CHAeAyIMNX CUMITOMOB:

B CrycTku KpOBU B HOTaX, JIETKNX VN SPYTUX
0071acTAX OpraHn3Ma

TonosHbIe 60K

YpesmepHast HOTINBOCTD

IToMyTHeHuMe 3peHNs UIN CIIeTIble IATHA
TonoBokpy>xeHne

3y#, 0c06eHHO IOCIIe TeIIOTO AYIIA VI BaHHBI
IToxpacHeHMe KOXNI

S3Ba xenypKa UM ABeHaJATUIIEPCTHON KUIIKK

BS,E[YTI/[e nwim 4YyBCTBO IE€PENOTHEHNMA JKelyJKa
BCIEOCTBUE YBEINMYEHNS CETIE3CHKN

3acToitHag
CTEHOKApAWs

cepaevHasn HEJOCTATOYHOCTDb )49)87¢

B Iloparpa/BocmaneHue CycTaBoB

ObcnyxumBatoLmm Bac
MeanepCcoHarn

Bpl npuMeTe BaKHOE penieHNe, eCu MOPY4YUTe JIe9eHne
CBOero 3abo/eBaHus Bpadyy M KOMaH/ie MEJVIIIMHCKIX
pabOTHMKOB, KOTOpble MMeIT omnblT jedeHus IIB.
YpesBbIYaiiHO Ba)KHO, 4TOOBI Bbl ObIIM yBepeHbI B
CHENaNINCTaxX, KOTOpble 3aHUMAIOTCA Bammm nevenmnem,
u Moy obmarbcs ¢ Humu. IloMHuTe, YTO BCeria MO>KHO
IIOIBITATbCA IIONYYUTb BTOPOE MHEHME WM CMEHUTDH
Bpaua B ClyYae M3MeHeHUsA 0OCTOATENbCTB, Korma Bam
norpebyeTcs APyroi ypoBeHb MeAVIIMHCKOI ITOMOLIN.

Borpocsl, KOTOpbIe CIefyeT pacCMOTpeTh Impu BbIOOpe
obcmykuBaromiero Bac megnepconana:

B Vimeer i Bam Bpa4 mpodeccrOHabHYIO CepTUDUKALIIO
B 00/1aCTVI FeMATO/IOTV VIV TOTIBKO OHKO/IOTVV?

B Cpneumamusupyerca nu Bam Bpad Ha 7edeHUHM
MueTonponudepaTuBHBIX HOBOOOPa3oBaHMII?

B Vicmompsyer /1 Bamr  Bpad  MeXIMCLMIUIMHAPHbIA
TPYIIIOBOII IOAXOM, B KOOpAMHALY Battiero ryraHa medeHys?

B [IpoBopsarcs nu B Bamem MegMIMHCKOM LieHTpe
KIMHUYECKIE UCITBITAHU?

B Kakoll Hawrydmmii cmoco6 cBAsatbca ¢ Bammm
BpadyoM u oOcmyxmBarommM Bac Mepnmepconamom?
ViMeeTca nm B MeNMUMHCKOM IIeHTpe COIMA/TbHBIN
PabOTHMK MM KOOPAVHATOP, CHELVaTM3UPYIOMINIICA Ha
OHKOJIOTMYECKUX OO/TbHBIX?

B Vicnonb3yeTtcsi M B LeHTpe IOPTAI /IS MALYIEHTOB,
rme Bbl MoXkeTe OTCIeXMBaTh CBOK MENUIIHCKYIO
nHpopMarmo?

[lnarHocTmnka v ctagmm 3abonesaHms

[nA AMarHOCTUKM NoAnLUTEMIM BepPa MCMONIb3YtOTCA aHa/ln3bl KDOBWU.

Ecnuy Bac 1B, aHanv3bl KPOBW MOTYT YKa3blBaTb Ha Cliefylollee:

B YBenuyeHue yncna KPaCHbIX KPOBAHbIX KITETOK, TpOM6OLlI/|TOB n/vnn 6enbix KPOBAHbIX KNETOK

B [1oBbILIEHHbIN YPOBEHb reMaTOKpUTA (018 KPaCHbIX KPOBSHbIX KITIETOK B KPOBM)

B YBenuueHue KOHLIEHTPaLMKM remornobyrHa (benok, CoaepKallmnca B KPaCHbIX KDOBAHBIX KNETKaX)

B [TOHWXEHHbIN YPOBEHb IPUTPOMO3TUHA (FOPMOH, KOTOPRbI KOHTPONMPYET BbIPaboTKy

KPaCHbIX KPOBSAHbIX K/1ETOK)

[lononHuTenbHble TECTbl MOTYT BK/OYATb B Cebs cnefytolme:

B buyoncma KOCTHOro Mo3ra 1 B3ATue acrnmnpara

B TecTupoBaHWe Ha Hanuune MyTauun JAK2 nnm opyrvx reHeTUYecKknx MyTaLmmn



JleueHne nonuumTeMmy Bepa

Bamre yedeHue MOXKET OCYILECTB/IATbCS HECKOTbKUMU
MEIMUIMHCKUMY PabOTHUKaMM, BK/IIOYas reMarosiora/
OHKOJIOTA, MEJICeCTPY, OHKOIOIMYECKYI0 MeJiCeCcTpy-
KOOPAMHATOpA, OHKOJIOTMYECKOTO COILIATIBHOTO
pabotHuKa u papmarieBra. KaxkapIii 13 9TUX CIIelNaICTOB
nomoxkeT Bam pazo6parbcs B MHGOpManmy u pecypcax,
KOTOpbIe MOTYT IPUTOUTHCS BaM B Xofe 1 rocyie teyeHu.
Ecmm Bbl He BcTpedamuch ¢ 3TUMM  CIIeIMaIyCcTaMu
paHee, TIIONIPOCUTE CBOErO Bpaya HOTOBOPUTLCS O
BcTpede ¢ HUMU. Kpome Ttoro, Ber Mokere oOparutbes
K CTPaxoBOJ KOMIIAHMM C IPOCbOOII HAa3HAYMUTDb IS
Bac Begymiero mcropuio 60/me3Hu, KOTOPBII IOMOXET
Bam paso6Oparbcsi B BapuaHTax CTPAaXOBOTO HOKPBITHA

BAPUAHTbI JIEYEHNA

nedeHysi. CyllecTBYIOT HECKOJIbKO IIOJXOJOB K
JIEYEHNI0 B 3aBUCHMMOCTM OT Bamero pmarsosa IIB
u mporpeccupoBanusi 3aboneBanns. [ns nevenns I[1B
CYILECTBYIOT pas/IM4Hble JIeKapCTBEHHbIE IIpernaparbl, U
IUIsI MHOTMX U3 HMX VICIIOZIb3YIOTCSI CaMble pa3HOOOpa3Hble
IOJXOMbI OTHOCUTEbHO 3aMeyIe sl Xoma 3a60/IeBanms
U/ KOHTPONMPOBaHMS ero BosfeiicTBus. [lpu
yHnoTpebneHnn TOOBIX IIPerapaToB MOIYT BO3SHMKHYTh
mobounble 3¢ dexTsl. Bair Bpau man MencecTpa [OMKHBI
UX IPOAHA/IN3MPOBATh ¥ BBLACHUTD, Yero Bam cremyer
OXXMJATh B pe3y/bTaTe IpyeMa Ipernapara g0 TOro, Kak
Bl HauHeTe ero MpPUHUMATb.

pacnpoCcTpaHeHHbIX 0CNoXHeHun M1B.

OJIEBOTOMMUA, UJTN KPOBOMYCKAHUE HekoTopbie nauneHTbl MOryT 6€3 BCAKOWM ONMacHOCTY s 300POBbs
n36exxaTb NPUHATMA KaKUX-NMG0 NPOTMBOPAKOBbIX NPenapaToB Npw nedeHnm MB, HO NOYTU ANA BCEX U3 HUX
065A3aTeNIbHO NPOXOANTb aHaNM3bl KPOBY AJ1A KOHTPONMPOBaHUA KOTIMYECTBA KPACHbIX KPOBAHbIX KNETOK. JTa
npouenypa HasbiBaeTca Gpne6oToMUEN, MHBIMI CJIOBAMU — YaneHMe KPOBU U3 BEHbI /151 TOTO, YTOObI yMEHbLUUTb
obLLee KONMUYecTBO KPacHbIX KPOBAHBIX KNEeTOoK B opraHun3me. C NoMoLLbio 3TOl NpoLeaypbl MOXKHO CHU3UTb
WNHTEHCUBHOCTb CUMMTOMOB, @ TaK»Ke — UTo 6oJiee BaXKHO — NpeloTBPaTUTb 06pa3oBaHme TPOMOOB, UHGAPKT 1

UHCynbT. Baw Bpay 06cyanT ¢ Bamu, Kak yacto Bbl JomKHbI npoxoanTb npouenypy dnebotomun.

ACIMUPHUH Moyt Bcem naumeHTam c B, npu oTCyTCTBUM NPOTUBONOKA3aHU MU €C/IN NauneHT He MPUHUMaeT
ApYyron NpoTMBOCBEPTbIBAOLMIA NPenapart, criedyeT NPUHUMATb AeTCKUW acClUPUH UM ero SKBMBaneHT. XOTA

nocnegHme He ABNAKTCA NPOTUBOPAKOBbIMU NMpenapaTtaMn, OHU O4Ye€Hb NONe3Hbl B NpeaoTBpalleHN HEKOTOPbIX

TMAPOKCUMOYEBUHA 510 TepaneBTUYECKOE CPeACTBO NCMOMb3yeTcA B coyeTaHum ¢ pnebotommen gna
YMEHbLLIEHNsA Yncia KPOBAHBIX KNeToK. OHO He ABNAETCA HeOOXOAMMbIM A BCEX, HO OUYEHb MOJIe3HO AJiA

MaumneHTOB C onpeneneHHbIMM 6osiee BbICOKMMY haKTopamu prcKa. DTO SIeKapCTBO Ha3HavaeTcs B BUAE TabneTok.

WHTEP®EPOH 370 nekapcteo oduLmanbHO He ABAAETCA XUMMOTepaneBTUYECKUM CPeCcTBOM, HO TakKe
NCMONb3yeTcA AN1A YMEHbLUEHWA KONMYECTBEHHbIX NoKa3aTenen Kposu. ONATb e, OHO He ABNAETCA HEOOXOAUMbIM
LJ151 BCEX, HO MOXET ObITb MOME3HbIM B OTAEJIbHbIX C/TyYasix. ITO IEKAPCTBEHHOE CPeACTBO MaLUEHT CAMOCTOSTENbHO

BBOAWT B BUJIE UHBEKLIYW eXKeHeaeNbHO UK Kaxable ABe Heaenu.

WUHTMBUTOPbDI FEHA JAK HoBbliin Knacc npenapaTtoB, KOTOpble HaLesieHbl Ha MyTauuto reHa JAK2, 6bin ogobpeH
YnpasneHvem CLLUA no KOHTpONo KauecTsa NULLEBbLIX NPOAYKTOB 1 NeKapCcTBeHHbIX cpencTs (Food & Drug
Administration, FDA) ona neuenus B 1 MoXeT Nepnogmyeckn NCNonb30BaTbCA B C/yYasnx, KOraa y naymeHTa

HenepeHoCUMble NOH6OYHbIe 3bdeKTbl Ha ApYyrve NpenapaThl UK KOraa Apyrue npenapatbl He AeNCTBYIOT.




BOMPOCbI, KOTOPbIE CIIEAYET 3AAATb
OBCJ/TYKUBAIOLWEMY BAC MEAMEPCOHAIJTY:

B Kakoe nekapctBo unu nekapcrsa Bbl MHe
«H O6pam u/1dace K epady, KOmOpb/(:I nopekomeHayete? KakoBa Liefb neveHna?

ﬂequm nauueHmoe C M”/_/ OHG Kak mbl 6yp,eM 3HaTb, ABIAETCA /1N JieueHne

3¢ deKTUBHBIM?

npedocmasuna MHe UHMOpMayuro,

B Kak YacTo MHe Hy>HO ByfeT NpoXoAnUTb
nocsie Yeeo 4 makxe HaseJsid

ceaHcbl dneboToMmmn? Kak coxpaHuTb YpoBEHb

CNpasky, np@/@e HEM NPUHAIMb remMaTokputa B 6e30mMacHOM granasoHe?

peweHue O JiedeHUu». ByayT nu1 no6ouHble 3$deKTbl B pesynbrarte

?
— Onusus, nayueHmka ¢ MINH ¢HE6OTOMMM .

Bl ConpseH 11 npuemM acnupuHa C Kakown-

NGO ONacHOCTbIO?

B Vicnonb3yeTtca v AnA NeYeHns 3Toro

KIMNMHNYECKWUE NCTbITAHWA
3aboneBaHVA nepecagKa CTBOMOBbIX KI1ETOK?

KnuHunyeckne ncnbitaHmA — 3TO ABMXKYLLAA Chna
nporpecca B fieuyeHnn paka. B xoge atux nccnegosaHui
CPaBHVBAIOT CYLIECTBYIOLMIA CTAHAAPT JIeYEHUA — XUMMOTEpPanuio, Hanpumep, NpenapaTtom
Haunyullee UMetoLLeecsa NekapcTBEHHOE CPeaCcTBO AnA
NeyeHVis Noboro BrAa paka — C HOBbIMY JIEKAPCTBEHHBIMI
CpefcTBaMu, BeLLeCTBaMuM U NpoLieaypamu, KoTopble oxunpaTtb? Mory nu A npefoTBpaTUTbL UK
MOTYT NPeANOXNTb YNy4lleHHble pe3ynbTtaTbl. Hukoraa He
CTECHANTECH CMPOCUTb CBOEFO Bpaya, NPOBOAATCA N1 B
HacToALlee BpeMA KNMHNYECKNE NCMNbITaHUA, KOTOPblIE [ ] BWZWT nn gnnTesnibHble I'IO6OLIHbIe 3¢¢e|('rb|?
MO 6bl OKa3aTbCA Nosie3HbIMK A Bac.

B Korga MHe Hy»HO 6yAeT HauaTb

Hydrea®? Kakue nobouHble 3 deKkThbl criegyet

JleYnTb N0 N3 TUX MOOBOYHBIX 3PPEKTOB?

Kak a cMory nx KOHTpPoNIMpoBaTb?
Ecnu Bbl cTaHeTe y4aCTHYKOM KIIMHUYECKOTro
ncnblTaHus, Boi:

B Kak s 6yfy 3HaTb, ABNAETCA NV IeUeHme

B bygete nonyyatb IM6O CTAHAAPT fieyeHUs, MM6o 3G PeKTUBHBIM?
HOBbIV Mccnegyemblin npenapar. MNonyunte nepen
Hayanom y4acTua B CCIef0BaHNN NCYEPTbIBAIOLLYIO
MHbopMaLmio 060 Bcex BO3MOXKHbIX MOOOYHbIX P PeKTax. OCMOTpbI?
Bynete B nonHoi Mepe MHGOPMUPOBaHbI O LieNIAX 1
3afjayax UccefoBaHUA.

B bygete nosyyaTb NOCTOAHHOE JIEUEHNE U YXOL, nHdopmaLmei 06 3ToM BIAe NedeHNs?
BbICOYANLLErO YPOBHS, a TaKKe MOHUTOPUHT Bawwero
3aboneBaHuA.

B KaK 4acTo MHe Hy>KHO ByZeT NPOXOAUTb

B Kakou Bbl pacnonaraete gononHUTeNbHON

B Y7o genatb, EC/IN MOW paK Nporpeccrmpyet

y ?
B Baw Bpay AO/MKEH COTPYAHNYATD C Bamn Kak WNV NPEBPATUTCA B IENKO3 i M1enodpunbpos?

napTHep, NOAbICKMBaA Ans Bac nccnegosaHmne, KOTopoe
6yneT cooTBETCTBOBATb By Balwero 3a6onesaHus

1 NnocTasJieHHbIM Bamu Lenam. Ytobbl nonyuntb
ZOMONHUTENbHYO MHPOPMALMIO UM HANTU KIIMHUYECKOe
nccnepoBaHue, nocetute Be6-cant
www.CancerSupportCommunity.org/ClinicalTrials




KOHTponvpoBaHmMe NoOOYHbIX SPPEKTOB

Hukorma He moMelnaetT Tmepen HAYaloM JedeHUs
y3HaTh Oonblie 0 MOOOYHBIX 3¢ dekTax B pesynbrare
OpMHMMAEMOro Bamm mpemapata wiM mOpenapaTos,
4TOOBI OBITH B Kypce Jiena, 4yero Bam cienmyeT oxmpaars.
Korga Ber BoopykeHsI 3HaHUAMM, Bbl B cocTosHuN
COTPYRHMYATH C 06Cmy>kmBaIuM Bac Megniepconanom,
9TOOBI KOHTPOMMPOBATh KAYECTBO >KM3HU B XOfle U
IOCTIE JIeYEH .

Coobmarite YIeHaM 00CTy>KIBAIOLIETO Bac
MepnmepcoHana o 00bix  mo60uHBIX 3¢ dekTax,
KOTOpBIe MOTYT y Bac BOSHUKHYTb, YTOOBI OHM TOMOTIIN
Bam CIIPaBUTHCA C CUMIITOMaMI ¥ KOHTPOIMPOBATH
3aboneBanue. VIMeiiTe B BUAY, YTO KaKAbI MAaLMEeHT
IIO-pa3HOMY pearupyeT Ha JIeYeHNEe U VICIBIThIBAE€T
1o604yHbIe 3P (HEKTHI II0-PA3HOMY.

[To6ounble 3¢ (deKThl OT JeKapCTBEHHBIX IPerapaToB
MOTYT OBITh KPAaTKOCPOYHBIMM M IIPOVITY 6€3 OCTAHOBKM
nedenusi. Jpyrre mob6ounsie 3¢ deKTsl paspenrarTcs
TOJIBKO ITIOCTTe TIpeKpaieHus Tepamuu. O6cyxpaiite ¢
4yleHaMy 00CTy)X1Baroliero Bac Mexmnepconana mobbie
ucnbITbIBaeMble Bamu mo6ouHsie 3¢ dekTol, 4T0OBI Bam
HIOMOI/IV KOHTPOJIMPOBAThH NX.

Hexoropble 1mo6ounble 9¢¢eKTbl, BbI3bIBaeMble
JIEKapCTBEHHBIMM  IIpelaparamMy,  MOTYT  ObITb
ponrocpoynbiMu. O6A3aTenbHO  00CyAMTe  BOIPOC

mo60uHbIX 9¢G(DEKTOB, BHI3BIBAEMBIX JT€KAPCTBAMU, CO
CBOUM BpPa4yoM, 4TOOBI Jy4llle CIIPABIATbCA C HUMU U
KOHTPO/IMPOBATh 3ab0jIeBaHue.

«[1B — peokoe 3a6on1esatue.
VImeHHO nosmomy obueHue ¢
Opyeumu /1l00bMU, CMPadarUiUMU
UM, ewje bosee Nosie3Ho.
VIHhopmuposaHHsle u bonee
aKmMusHsele NayueHmMsl He MOJIbKO
YAYYUWanm Ka4yecmaso c80ez0
COBCMBEHHOZ20 SIeHeHUS, HO
MO2YM MAkxe cnocobcmaosame
YAIYYUIEHUIO KaYeCcmed 1eYeHuUs
yes1020 coobuyecmaa stooetl

C peoKUMU MeOUYUHCKUMU
paccmpoucmeamu.

— JI-p Jlopa C. Muxaanuc (Dr. Laura C. Michaelis)

TpyOoHOCTY C
KOHTPOMMPOBaHMEM
nonnuUMTEMMI BEPA

JIrogy MOTyT >KUTb C NONMMLUTEMMell Bepa B TeueHUe
MHOTUX JIET, HE VICIIBITBIBAsI KAKMX-/IM00 CUMIITOMOB. DTO
O3HaYaeT, YTO HEKOTOPHIM IIalllieHTaM, KOTOPBIM OBLI
nocrapieH guarHos IIB, HO KOTopble He MCIIBITHIBAIOT
HUKAKUX CHMIITOMOB, Bpayll MOIYT IIOCOBETOBATb
BO3JIE€PXKATbCsl OT TPOXOXKIEHUsI KakKoro-mmbo Buja
XUMHUOTEpAINny, HO PEeKOMEHIOBaTh IPOXOXKeHle
ceaHCoB (prre60TOMNUY U JIeYeHME ACTTUPIHOM.

JTronu ¢ IIB MOTYT MCHIBITBIBATh YYBCTBO OECIIOKOIICTBA
M CTpaxa B CBA3M C XPOHMYECKMM 3a0o0TeBaHNMeM U
03a004€HHOCTb II0 IOBOAY TOTO, IIPEBPATUTCA U
ux ¢dopma paka B 6Gomee arpeccuBHOe 3a00/eBaHIe,
HaIlpyMep, OCTPBIII JIeJ K03 My Muenopuopos.

JKnsHp C 9TOil HeOIpeme/IeHHOCTBI0 MOXXeT ObITh
COIpsDKEeHa o cTpeccoM. BaskHo, 4To6b1 BB 06Cyx)mamm
CO CBOVM Bpa4yoM Jro0ble BOIIPOCHI, BbI3bIBaoIue y Bac
03a604eHHOCTb. B xofie 0OLIeHMs M COTPyAHMYECTBA
¢ obcmyxuBatomuM Bac mMegnepconanom Bbr Moxkere
CTaTb XO3AMHOM IONOXEHUs ¥  TOAAep>KUBATDH
HajijIe)xalee Ka4eCcTBO KIU3HM.



Bbl HalipeTe cBOM COOCTBEHHbIV NYTb 1 pa3paboTaeTe COOCTBEHHYIO CTpaTErno

KOHTPOJIMPOBaHWA Bawero 3aboneBanua n ﬂaﬂbHEVILIJeVI »Kn3Hu. Bot eLle HeCKOJIbKO COBETOB,

KoTopble nomoryT Bam caenatb 37o:

HE MbITAUTECh AEJSTIATb BCE CPA3Y. »K1BuUTe, N0 BO3MOXHOCTY, HACTOALMM MOMeHToM. CocpeaoToubTech Ha
TOM, YTO MPOMUCXOAMT Cenyac, U Ha TOM, YTo Bam HY>XHO caenaTb, YTOObI CNPaBUTLCA C STON CUTYaLMeN.
OBPALLANTECH BE3 KOJIEBAHWIN 3A TIOMOLLbIO. MHormMe 13 uneHoB Baluei cemby 1 ipy3en 6yayT CHacTAUBbI
nomoub Bam. OTKpOBEHHO CKaKuTe UM, YeM OHM CMOTYT KOHKPEeTHO noggep»katb Bac. Hukorga He nomeliaet
MOMPOCUTL O YEM-TO KOHKPETHO. MonpocuTe Koro-Hubyb 13 HUX MOMOYb C MPOAYKTaMU NUTaHKA, MPUCMOTPETD
3a pebeHKOoM, MOMOUYb C TPAHCMOPTOM WA NPOCTO HAXOAUTLCA PAAOM C Bamu B TpyAHYO MUHYTY.

MYCKAW KTO-HUBYAb NOWAET BMECTE C BAMU B K/IVHVKY Ha Npyvem K Bpavy win AnA NpoOXOXKAeHWUA
MEeAVLMHCKMX npouenyp. ITO BaXKHO, MOCKOMbKY JINWHAA Mapa rnas U yWen HUMKorga He roMmeLlaeT nyylie
3aMOMHUTb 1 OCMbICAIUTb NPeAoCTaBAAEMY0 UHPOPMaLMIO.

YIENANTE BPEMA CEBE un Bewam, KoTopble Bam HpaBATcA. BaxHO Kak paHblue AenaTb To, YTo Bam HpasuTca,
HaCKOJIbKO 3TO BO3MOXHO. [1718 HEKOTOPbIX NIOAEN 3TO TaK Ke MPOCTO, Kak COBEPLUNTL NPOryKy Uiy Nocagntb
UBeTbI. [1n51 APYrMX CMbICT MOXET ObITb B MPOAO/KEHVIN CBOEN PaboTbl. Bam, BO3MOXKHO, MPUAETCS BHECTY MOMPaBKU
B CBOIO A€ATENIbHOCTb, KOTOPas AOKHA COOTBETCTBOBATL Ballemy ypoOBHIO SHeprum 1 GrU3NYeCKOMY COCTOAHUIO, HE
3abbIBas MpPY 3TOM O BaXKHOCTW NPOAO/IKATb 3aHNMAaTbCA TeM, YeM Bbl NtobUTe 3aHMMaTbCA BCIO »KU3Hb.
TPEHUPYWTE YM W TEJIO, Hanpumep, 3aiMuUTeCh NOroN Unv Meautaumeil. Takue BUabl AeATENbHOCT MOTYT
6bITb Mone3Hbl AnA obuiero GM3NYECKOro M YMCTBEHHOIO COCTOAHMA YenioBeka. Hanpumep, AbixatenbHble
ynpaXHeHWsa, KOTopble MOMOralT CHATb CTpecc WAn M36aBUTbCA OT COCTOAHWA TPEBOrW, WKW TexHuKa
ynpaBnfembIx NCUxmnyeckux o6pa3os, oTBneKawLlasa Bac ot TekyLyux 3a6oT, 1 BoobLue niobble ynparkHeHUA ana
yMa 1 Tefa MOryT oKa3aTbcsA 651aroTBOPHbIMU AN CHUXKEHMA CTpecca Y naumeHTos c MB.

MbITAUTECH NMONYYUTb MNMOAJEPMHKKY. XoTa nonvumtemMus Bepa — pefkoe 3aboneBaHue, cneuyanbHo and
nofeln, KOTOpbIM Oblfl MOCTABNEH AMArHO3 pasnuyHblix Bugos MIH, cyulecTByoT rpynnbl NOAAEPXKKA. ITU
rpynnbl NpegnaralnT BO3MOXXHOCTb BCTPETUTbCA U YUUTbCA Yy APYFUX NIOAEN, KOTOPbIE MCAbITLIBAIOT TE XKe
YyBCTBA M 3a00Tbl, CPAaBHMBATb PA3/INYHbIE CUTYALUU U MOYyYnUTb aibTEPHATUBHOE MHeHUe. MockonbKy [MB
ABNAETCA XPOHUYECKMM 3aboneBaHVEeM, OOLEeHME C APYTMMY NIOAbMU, KOTOPbIE WCMbITbIBAOT aHANOMMYHble
nobouHble 3¢PeKTbl, MOryT MoMoub 6onbHOMy c B nouyBcTBOBaTH MoadepKy 1 3aboTy o cebe. ObuieHne
BCerga cofencTByeT pa3peLlleHunio Npobnem 1 CHATMIO YyBCTBA U30NMPOBAHHOCTM 1 OQUHOYECTBA, KOTOPOE
YacTo MCMbITbIBAIOT NIlOAW C pefKMmu 3aboneBaHnAMK. He3aBncMMO OT TOro, HageTte nu Bbl 3Ty nopaep Ky
JINYHO Yepe3 MHTEPHET UK Yepe3 rpynny noanepku no tenedoHy, npenmyLiecTBa aHanornyHbl: MonyuyeHve

noanepPKKn nNoMoraeT CHU3UTb ypOBEHb TPEBOT .




Obwan MHGOPMaLINS O PaKe, BbIXKMBAEMOCTY N MOAAEPKKE

Jleuenne paxa (CancerCare) 800-813-4673 www.cancercare.org

Clinicaltrials.gov www.clinicaltrials.gov
O61ecTBO 110 N1evennto erikosa u mMeomsl (The Leukemia & Lymphoma Society) 800-955-4572 www.lls.org
O6pasosarenbblit poup st 6ompabIx ¢ MITH (MPN Education Foundation) www.mpninfo.org

Hayuno-uccnenoBarenbcknit ponp st 6onpabix ¢ MITH (MPN Research Foundation)
312-683-7249 www.mpnresearchfoundation.org

®onp 3ammTe! nHTepecos naiyeHTos (Patient Advocate Foundation) 800-532-5274 www.patientadvocate.org

MHOOPMALIMOHHbBIE PECYPCbl COOBLLECTBA MO OKA3AHUIO MOMOLLIY OHKONTOTMYECKMUM BOJIbHbIM

Pecypcpl  mporpammbr Coo61iecTBa 10 OKa3aHMIO ITIOMOIIM OHKomorndecknM 6ombHbIM (Cancer Support Community,
CSC) mpepocraBnsArwTca 6ecrmaTHo. UToOBI MOMYYNTb JOCTYN K MOO0OMY M3 pecypcoB, IpeNCcTaBIeHHBIX HIDKe,
MIO03BOHMTe 10 HOMepY 1-888-793-9355 nim nocetnre Be6-caitr www.CancerSupportCommunity.org.

TENEOOHHAA IMHUA NOMOLLU OHKOJIOTMYECKUM BOJIbHbIM ®

HesaBucumo oT ToOro, mocraBwin 1 BaM amarHo3 paka BIepBble, 6opeTech M Bbl ¢ pakoM B TedeHue [OJITOro
BpEMEeHI, yXaKuBaeTe 3a OO/IbHBIM PAKOM WIN SIBJISIETECH CIEIMATNCTOM B 00/1aCTV 3ApaBOOXpaHEHMS B IIOMCKAX
nHpopMaruy, Bel MoXeTe IIOTY4UTb JOCTYII K 6€CIIIaTHO Telie()OHHO TMHIY IIOMOLIV OHKOJIOTMYeCKMM OO/IbHBIM
(1-888-793-9355), YKOMIIIEKTOBAaHHON JMIIEH3MPOBAaHHBIMU KOHCynbTaHTaMy CSC, KOTOpble MOTyT OKasaTb Bam
IIOMOIIb C TIOHeeTbHNKA o IATHNUIY ¢ 9.00 1o 21.00 o ceBepoamepukanckoMy BoctouHomy Bpemenn (ET).

Y BACECTb BAPUAHTbI BbIBOPA ®

Ecnu Bam IIPpEACTOUT NIPUHATD PELIEHME O JIEYEHNN PAKa, 3Ta IIPOrpaMMa, IIpOBEPEHHAA HAYIHBIMU VICCTIENOBAHNAMMU,
MOJKET OKa3aTbCA O/IA Bac nmone3noit. MeHee yeM B TedeHMe Yaca Hallll KBa)’II/I(I)I/IIH/IPOBaHHbIe CIIeqMaaIncTbl CMOTYT
nomoub BaM cocTaBuUTh 1A Bamrero Bpaya 1€pe4Ye€Hb KOHKPETHBIX BOIIPOCOB O Bammx l'IpO6TIeMaX CO 3T0POBbEM.

OTKPOBEHHDbI1 PA3TOBOP OB OHKOJIOTMYECKOM 3ABOJIEBAHUN ®
YHuKanbHasA cepus obpasoBarenbHbIXx nporpaMM CSC - MCTOYHMK HaJe)XHOI MH(pOpMAUMu i OHKOTOTMYECKIX
0OBHBIX ¥ UX O/M3KMX. DTy MHPOPMALINIO MOXKHO ITOTTYYUTh IOCPEACTBOM ITyONMMKanuii, B VIHTepHeTe 1 INYHO.

NMAPTHEPCKAA CETb YCJIYT

Cabinre 50 OCHOBHBIX IYHKTOB ITIOC 6o7ee 100 nx ¢pmmmanos 1o Bceil cTpaHe COBEPIIEHHO OeCIIaTHO MpeiIaraioT
y4acTHUKaM HaIlero cooOliecTBa TPYNIbI HMOAJEP)KKM Ha MecTaxX, oOpa3oBaTelbHble CeMMHApPbl ¥ HIPOrPaMMBI
37l0pPOBOTO 00pa3a >XKM3HMY, CIELMATbHO IIpefHa3HAuYeHHbIe /1A JII0flel, CTPa/IAolINX OT paKa.

PEECTP OIbITA BOPbBbl C PAKOM®

B aToMm peecTpe npencTaBieHO cOOOIIECTBO MIOAEN, CTPaJAOIVX OT paka. OCHOBHOEe BHUMaHUeE peecTpa yAenseTcs
cbopy, aHamu3y u o6MeHy MH(pOpMalueil 06 OmbITe U MOTPEOHOCTAX MALVEHTOB U ux ceMeil. Yto6bl Bac BHecin B
peectp, 3aiiaute Ha BeO-caitt www.CancerExperienceRegistry.org.

Ocobast 6marogapHOCTb HAaIIMM aBTOpaM 11 perienseHTam: [I-p Jlopa C. Muxaanuc (Laura C. Michaelis, MD), JInnza 3urHero, 3aperiucTpupoBaHHast
MeficecTpa, GakamaBp MeToguky yxopa 3a GonpHbiMM (Linda Zignego, RN, BSN), bonbuuna ®poyaeprt n MeaMIMHCKII KOJUIEIXK IITATa
BuckoHcnH; a Takke Pebexkka Opuly, MuieH3MPOBAHHBIN KIMHUYECKMIT colianpHblit pabotHuk (Rebecca Fritz, LCSW) opranusanym «Kny6
Tunpae» (Gilda’s Club) B Ynkaro.

COO6II[CCTBO II0 OKAa3aHMK IIOMOIINM OHKOJIOIMYECKUM 6ONBHBIM U €ro NIApTHEPDBI NPEAOCTABIAIT 3Ty I/IH(bOpMaIH/IIO B KadyeCTBE
YCnyru. HaCTOHH.IaH ny6}mxaum{ He3aMeHs€eT COOO0TedeHIe U KOHCY/IbTAlIMIO Bpava. MbBIHACTOATETHHO PEKOMEHTYEMIIPOKOHCYIbTUPOBATHCA
C Bpa4oM 1IN JpyTruMn pa6OTHI/IKaMI/I 30paBOOXpaHeHNd, YTOObBI TIOTY9UTb OTBETHI HAa BOIIPOCHI ! TOIIOTHUTEIPHYIO I/IH(bOpMaI_U/IIO.

OCYLLECTBNEHME JAHHOW MPOrPAMMbI CTAJTO BO3MOXHbIM BJIATOOAPA BIATOTBOPUTENIbHOM IPAHTY,

NMPEAOCTABJIEHHOMY: |r@
© Asryct 2017 Coo6111eCTBO 10 OKa3aHNIO IOMOIIV OHKOJIOTMYEeCKIM GO/TbHBIM
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