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MeAMUMHCKAA CTPaAHUUKA

B Poccum nonyumn peructpaumio npenapat lemanbpa 4na naumeHToB ¢ UHIMBUTOPHON dopmoit remoduanmn A.
lemodunma A - cepbesHoe HacneacTBEHHOe 3abosieBaHWe, CBA3aHHOE C HapyleHnem QyHKUUKM CBEPTbIBAHUA
KPOBM, YTO NPUBOAUT K HEKOHTPOSIMPYEMbBIM M HACTO CMOHTAHHBIM KPOBOTEYEHUAM. Y BONbHBIX C remodunmnen A
OTCYTCTBYET, UIN UMEETCS B HEAOCTAaTOYHOM KonyecTBe, GaKTop cBepTbiBaHMA KpoBu VIII- 6enok, yyactsyowmin B
npoLecce cBepTbiBaHMA KpoBU. lemodunnein A cTpagatoT npumepHo 320 TbicAY YeSI0BEK BO BCEM MUpPE, NPUMEPHO
50-60% KOTOpbIX UMELOT TaKeNyto popmy 3abosieBaHuMA. MOUTH Y KaXKA0ro TPETbEro YesioBeKa C Taxenon ¢opmoi
remoduamm A moryT BbipaboTaTbCA MHIMOBUTOPbI K 3aMeCcTUTe/IbHON Tepanuu npenapatamu daktopa VIII, yto
YBENMYMBAET PUCK BO3HUMKHOBEHMA YIrPOXKAMOLLUX KU3HU KPOBOTEYEHUW MAWM NOBTOPAIOLLMXCA 3MNU3040B
KPOBOTEYEHMA, KOTOPble MOTYT MPUBECTM K AO/JTOBPEMEHHOMY MOBPEXAEHUIO CYycTaBOB.Y 60/bHbIX C
MHIMbUTopHOM hopmolt remoduanm A puck cmepTi NosbleH Ha 70% No CpaBHEHMUIO C TEMM, Y KOTO MHIMBUTOPBI
OTCYTCTBYIOT.

Mpenapat lfemanbpa KomnaHum «Pow» (3muumsymab) ana nedeHus remodunnm A ¢ mHrmébutopamuFDA
opobpwunao B 2017 rogy. 310 neps.blit Npenapat 3a noytv 20 feT gNa NPUMEHEHMA Y NALMEHTOB C UHIMBUTOPHOM
dopmoit remodumanm A. OH CyLLLEECTBEHHO CHUMKAET PUCK KPOBOTEYEHUIN Yy AieTeN U B3POC/bIX, @ BBOAUTb €70 NaLUNeHT
MOXET CaMOCTOATENIbHO OAMH pa3 B Heaesnto NOAKOoXHO. B Havyane 2018 roga KomuteT EC no nekapcTBeHHbIM
cpeacteam ans yenoseka (CHMP) paspewimn npumeHeHue npenapata femanbpa® (amuumsymab) B Kavectse
PYTUHHOM NPOGUNAKTUKM 3NM3040B KPOBOTEUEHMS Y NALMEHTOB C MHIMBUTOPHOW popmoit remodunmnm A K paktopy
VIIl. CHMPpekomeHaoBan lemnnbpy ons MCnonb3oBaHMA BO BCEX BO3PACTHbIX rpynnax. B pespane 2018 npenapar
6bin 0006peH EMA gna pyTMHHOW NPOGUNAKTUKM 3MU3040B KPOBOTEYEHMUA Yy Atogen ¢ remodpunmein A ¢
MHrMbutopamm K daktopy VIl y Bcex BO3pacTHbIX rpynn.

B anpene 2018 YnpasneHne No caHUTapHOMY HaA30py 33 KaYeCTBOM MULLEBBIX NPOAYKTOB U MeAUKAaMEHTOB
CLWA (FDA) npeanocTtaBuio cTaTyc «NpopbIB B Tepanun» npenapaty lfemanbpaans naumeHToB c remodunmeis A 6es
MHrMbutopos K daktopy VIII.

4 oKTAbps 2018 roga YnpaBneHWe MO CaHUTAPHOMY HaA30pPYy 33 KAayeCcTBOM MULLEBbIX MPOAYKTOB U
meaunkameHTos CLLUA (FDA) ogobpuno npenapat lfemnumbpa (amunumsymab) ans pyTMHHON NPpodUNaKTUKK C Lebto
npeAoTBpPaLLEHNA AN CHUKEHWUA YAaCTOTbI ANMN30L40B KPOBOTEUYEHUI Y B3POC/IbIX U ieTel B BO3paCTe OT POXKAEHMA, C
remoouanei A 6es nHrmbuTopos K paktopy VIII. Ceituac femnmbpa asnaeTtca egUMHCTBEHHbIM NPOPUNAKTUYECKUM
CpeacTBOM 4714 NaLMeEHTOB ¢ remodunnenn A ¢ uHrmbutopamm K daktopy VIl n 6e3 HMX, KOTOPOe MOXKHO BBOAUTb
NMOAKOMKHO, C UCMO/Ib30BAaHNEM PA3/INYHBIX PEKMMOB L03MPOBaHUA (0AMH Pa3 B HELEIO, Pa3s B ABe HELEM UK Pa3
BYeTblpe Heaenun).

lemnnbpa - bucneumdmnyHoe MOHOKIOHAIbHOE AHTUTENO, CNOCOOHOE CBA3bIBATLCA C PaKTOpaMm CBEPTbIBAHUA
IXa 1 X, 4To N03BONAET BOCCTAHOBUTb ECTECTBEHHbIM KaCcKag, CBEPTbIBAHUA KPOBM M NPOLLECC CBEPTbIBAHUA KPOBU Y
naumneHToB c remodunmeli A. Buccnegosanum Il pasel HAVEN 1 ¢ ydacTmem B3poC/ibIX M NOAPOCTKOB (B Bo3pacTte 12
NIeT U cTaplue) ¢ MHrMbutopHoi popmoit remoduamnm A femnnbpa cHU3MMA KONMYECBTO KPOBOTEUYEHUI, TPebyoLLNX
npoBeAeHMA remMoCTaTUYecKon Tepanuu, Ha 87% No CpPaBHEHWUIO C OTCYTCTBMEM NpoduaakTnKK. Kpome TOro,
lemnmbpacHM3nNa Ha 79% KOIMYECTBO KPOBOTEUEHUM, TPEDBYIOLWMX reMOCTAaTUYECKON Tepanunu, No CPaBHEHUIO C
npeablayLmm nevyeHnemM npenapaTaMm WyHTUPYIOLLEro AeNCTBUA Y TeX e nauneHTos. B uccnepgosanHnn HAVEN 2y
aeteit mnagwe 12 net ¢ MHIIMG6UTOPHOM dopmoit remoduamm A HbIN10 NOKa3aHo, YTo y 87% AeTel, NOAyHaBLUMX
femnnMbpy, OTCYTCTBOBa/NM KpPOBOTeYeHMUA, Tpebytowme NpoBeAeHUA remMocTaTMyeckon Tepanuu. Kpome Toro,
aMUUM3ymab B KavecTBe NPodMNAKTUKM obecrneunn 99% CHUMKEeHWE 4acToTbl KPOBOTEYEHUM, NoTpeboBaBLINX
NpoBeAEHMA TEMOCTATUYECKOM Tepanuu, NO CPaBHEHWMIO C Npeablaywmm neveHnem.B nccnepgosanum Il dpasbl
HAVEN 3 lemnnbpa cHM3MNA KOIMYECTBO KPOBOTEYEH U, NOTPeboBaBLUMX NPOBEeAEeHMA FeMOCTaTUYECKOM Tepanuu,
Ha 96% no CpaBHEHUIO C OTCYTCTBMEM NPOOUAAKTUKM Npu remodunmnm A 6e3 nHrubutopos K daktopy VIII. B
nogrpynne nauMeHToB 13 nccnesosaHuns HAVEN 3, paHee nonyyaBLlUmMX CTaHAAPTHYO Tepanuio, lfemanbpa cH1smnna
KO/IMYEeCTBO KPOBOTEYEHMI, NOTPeHOBABLLMX NPOBEAEHUA FreMOCTaTUYECKOW Tepanuu, Ha 68% Mo cpaBHEHWUIO C
npeaplaylwmm fieyeHMem y Tex Ke nauueHToB. Pesynbtatel nccneposaHua Il dpasel HAVEN 4 nokasanu, yto
BBegeHue lemnmbpbl Kaxkable YeTblipe Heaenn obecneuynmBaeT 3PEKTUBHbINA KOHTPO/Ib KPOBOTEYEHWI Y NALUEHTOB
NPW HAIMYUKN N OTCYTCTBUM Y HUX UHTMBUTOPOB K pakTopy VIII.
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CemelHaa cTpaHHUuKa

Om pedakuyuu. Kaxo0blIli 4erioeek Meymaem Halimu C80k0 MosI08UHKY, my eOUHCMBEHHY0, 663 komopol He bbigaem
cemeliHo2o cyacmbsi. [pucMompumecs nosHUMamerbHel K mem, Kmo psidoM, U 8bl y8udume, Ymo Hac OKpy»Karom
3ameyamerbHble, yousumersbHbie 1oou! Ydumecsk y HUX UeHUMb KaxoOyto MUHYmMY XU3HU, U moa0a 8bl HaBepHsIKa
He rpolioéme MumMo ceoeli MOMO8UHKU, CB0E20 CYaCMbS.
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MATbLAEGCAT U OAMH
roa emecre!
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[ns Hayana xo4y npeactaBuTbes. MeHs 30ByT
Onbra KoHcTaHTuHOBHA. A — BooBa [payésa Cra-
Hucnaea HwukonaeBuya, CTpagaBLUEro TsHKENow
dopmoi remodunun. MNpoxunu Mol ¢ myxem 51
rog. B aTom rogy B HOBOrOAHIOK HOYb EM0 HE CTa-
no. Bce rogbl COBMECTHON U3HU Mbl Goponuch
C remMocunuen, a ymep OH OT paka 06oAo4HOM
KMLKKN. He XecToKko nu, 4YTo Ha OfHOro YernoBeka
ononyunuce ABe cTpaluHble 6onesHn? N Hecmo-
TPS Ha TO, YTO BCE ITO MPULLIIOCH NEPEXUTb, S
cenvac, CnycTsi NoYTW ABa roga Nnocne KOHYMHbI
MOero camoro Onm3Koro 4emnoseka, C YBEPEHHO-
CTbIO MOry cKasaTb, YTO Oblna cyacTnvea C HUM.
OuyeHb cyacTnuea.

A ceryac Bcé no nopsiaky. Mel BMecTe yunnuce B wikone. CtaHucnas
6bIn 04eHb CMOCOGHBLIM YYeHMKOM. A Bcerga Bocxulianach ero cnocob-
HOCTSIMW B MaTemaTuke, Yero MHe Kak pa3 u He xBaTano. [1oTom Xu3Hb
pacnopsiaunach Tak, YTO Mbl BCTPETUNUCH CryCTs 5 NeT nocne LWKosbl.
O6a 6bInn cTyaeHTamn. Havanm BcTpeyaTbes U NMOHSAMM, YTO HaM XOPOLLIO
BMecTe. Bckope pelumnnu noxeHuTbCs.

HakaHyHe cBagbbbl y CTaHucnaea cry4mnochb CUMbHOE XenygoyHoe
KpoBoTeyeHune. Ero akCcTpeHHO nonoxunu B MIHCTUTYT remaTtonorum u ne-
penuBaHusa kpoBu. Tak B 1965-m rogy HasbiBancs emaTtonormyeckuin Ha-
yuHbIv LeHTp (THL M3P®). A, ectecTBeHHO, Ha cneayoLWwnii AeHb nocrne-
wwuna Tyga. Yto s 3Hana Torga o remocpunumn? la Hudero. PasBse uTo eto
6onen uapesuy Anekcen. MIHTepHeTa He 6bIno. Y nanatbl MEHS BCTPETWIT
3aBeayolmmn otaeneHnem MaHnga Mamenosuy A6aynaes. S BCHO xU3Hb OyAy NOMHUTL 3TOTO 3aMeYaTernibHOro YerioBeKka, AaBLLIEero MHe O4eHb
HY>HBbI coBeT. OH ckasarn, 4To 6oneeT AyLIOoW 3a KaXaoro cBoero 605bHOro M YTO 3HAET O Hallew NpeacTosiLien ceaabbe, a N03aTOMy AOMKEH
pacckasaTb MHe 0 60ne3Hu, KOTOPOW CTpaAaEeT MOV XKEHUX, YTOObI S NPUHSINa eAUHCTBEHHO NPaBUITbHOE, OCO3HAHHOE peLLeHNe U, He aan bor,
He ucnoptuna 6bl cebe 1 eMy xU3Hb. 3aMeTWM, YTO XNUTb ByAeT Henerko u, YTobbl He ycyrybnsAaTb TPYAHOCTU COBMECTHOM XXM3HM, MOCOBETOBAT
cTapaTbcsl n3beratb KOHMUKTHBIX CUTYaLNiA, BCErAa NOMHUTb, YTO YENOBEK, HECYLLMI B cebe Takyto Tshkenyto 6onesHb, Kak reMounust, Hyx-
[aeTcs BO BHUMaHuM 1 3aboTe, B AyLUEBHOM Tenne. OTM COBETOM S pyKOBOACTBOBaNAach NMOCTOSIHHO M B3aMeH noryyana pagocTb obLeHust
C MYy>XeM — YMHbIM 1 J06PbIM 4YEr0BEKOM, Er0 HEXXHOCTb U 3a60Ty 060 MHe.

B Te rogpl He cyliecTBoBano eLé aktopa CBEPThIBAHUS KPOBW, OCTaHaBMNMBaTb KPOBOTEYEHUS ObiNo o4eHb TpyAHO. Kaxkaoe kpoBoTeyeHve
BO BHYTPEHHWE OpraHbl N KPOBOU3NUSIHWSA B CYyCTaBbl KpaiHe TSXKeNo NepeHoCUMnmncb Kak 60MnbHbIM, Tak U ero poacTBeHHKamu. HepBsbl Obinv Ha
npegerne, cTpax MoTepsATb POAHOrO YeroBeka Obin
HEBBIHOCUMbIM. MaTepu 1 XEHbl CyTKamu AeXXypunu
y mocTtenew cBoux Nnobumbix. Haxoasce B HEPBO3-
HOM COCTOSIHMM, HE MOoKa3blBanu 3TOro GOnbHbIM,
HaobopoT, crapanucb npuoboapsaTb WX, noadep-
XuBaTb. Torga s No3HaKoOMWUMIach CO MHOMMMU XO-
powwmmn nogbmu. ITo BbiNM Bpayun, MeavumHCK1e
CecTpbl, POACTBEHHUKN BOMbHBIX U camu GombHbIE.
[MoMHto nx 1 cenvac. Kak mbl Bce pagoBanuch, Koraa
NosIBUICS KpMONPeLUmnuTaT, CoCOBHbIN OCTaHOBUTb
KpOBOTEYEHME HamHoro bbicTpee. ATo Obin HacToS-
LMK War Bnepés B neveHnm 6onesHu.

Bpems wno, n MHorve nauueHTbl y3Hanm,
YTO y HUX OBHapyxeH renatut B nnmn C. B Te rogbl
[JOHOPOB, KOTOpblE MPUXOAUNU CAABaTb KPOBb, HE
TECTMPOBany Ha renatutbl. BoT n onsaTb XM3Hb Ha-
Hecrna HOBbI yaap, poXaaBLUMA YyBCTBO Ge3bicXoa-
HOCTU, HO Mbl yXX€ B KakoW-TO Mepe 3akanunuch B
6opbbe co cTpallHbiM HegyroM. Hago 6bino XuTb.
MIMEHHO uTb, @ He CyLLEeCTBOBATb.
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Kakune xe TepnenuBble reMohunukn, aaxe AeTU. A UCKPEHHE NPEKIOHAIOCh Nepen KaXabiM U3 HUX. OTO - HACTOSILLME MYXYUHbI: MyXe-
CTBEHHblE, CMenble, HaAEXHble, Bepsiline B nydulee byayliee. Te, KOTOpbIX S 3HAK MUY Buaena (cpeay HUX Hemano AeTel), caMu Hayuunmch
BBOAUTL cebe B BeHy (hakTop CBEPTLIBAHUS KPOBM, @ 3TO HAa NEPBbIX Mopax Mncuxonornyeckn Henerko. Beab Heobxoanmo npeogonets cTpax u
HeyBEepeHHOCTb. A Kak UM TSXEerno Nopow XUBETCA € AehOPMUPOBaHHLIMU CycTaBamu PyK U HOT, C MOCTOSIHHOW Bonblo. Y Moero myxa, Hanpvumep,
KpOMe >KenyAo4HbIX KPOBOTEYEHWI, KPOBOU3NUAHUIA B CyCTaBbl NPOM30LLNO cybapaxHomaanbHOe KpoBouanusHne. Bot aTo Obino ncneitaHue, Tak
ncnblTaHWe Ans Hero 1 Ans MeHs.

Bnpoyem, xBaTuT 0 neyanbHOM. Xo4vy pacckasaTb O CBETNON CTOPOHE XM3HW. CKomnbko cpean 6omnbHbIx remodunuen Mbl co CTaHucnasom
BCTPETUNN MpeKpacHbIX, A0OPbIX, TanaHTNUBLIX MoAeN, CTaBLUMX HALMMK Apy3bsMu. OTO U XyAoxHukv HOnui Linenep n Banepun MNycebkoB, 1
CTPacTHbIV Nobutens, 3HaToK 1 cobupaTenb Mapok Anekcanap MMnbmaH, n Becenbvak u ymMmHuua Bnagummnp MapTtesHoBuY MakcumeHKkoB, 1 06-
napawoLwmii HesaypsaHbIMU OPraHN3aToOPCKMMK cnocobHocTAMM 1 Jobpbim cepauemM HOpun Xynés. HekoTopbIX U3 HUX, K COXaNEHUIo, yXe He
crano.

OpHaxabl, B CaMOM Havare Hallen COBMECTHOMN X13HW, Mbl co CTaHucnasom wnuv no Apbaty. OH BApyr v cnpawmeaeT: «4T1o Tebe nogaputb
Ha geHb poxaeHua?» A otBevato: «ogapu anb6om MoneHoBay. Mbl TyT e 3awwny B Mara3uH «/ICKyccTBO», U My> MHe Kynun ans6om nobrmoro
MHOI XyAOXKHUKA.

Bcé ¢ atoro anbboma u Havanocb. PaccmatpuBasi penpogykumn pabot lMoneHosa, apyrne anb6ombl, ObIBLUNE Yy MEHSI, OH Tak yBIEKCS
XKMBOMKWCbIO, YTO BCKOPE 3Hamn O Hel 1 0 XyAOXHWKax ropasgo bonblue MeHsi. Mbl cTany NOCTOSIHHO XOAMTb Ha BbICTaBKM B [JIOM XyAOXHMKa Ha
Kpbimckom Bany v KyaHeLkom MocCTy, B AkaZeMuio XyAoXKecTB Ha MNpeyncTeHke, No3HaKoOMUMUCh C 3amMmeyaTenbHbIMU XyAoXHUKaM1 AnekcaHapom
3aBapuHbIM 1 AHHOM YapuHoi. 3HaKOMCTBO C HAMW, UX KapTyHamW yKpalluano Hally XU3Hb, Mbl C HETEPMEHUEM Xaanu nx HoBbix paboT, pagosa-
NUCb UX yaayam.

A oveHb niobnto apxutekTypy. Kynuna doTtoannapat un B cBo6ogHoe Bpems cTana dotorpadupoBaTb NOHPaBMBLUMECS MHE [lOMa CTapon
MockBbl. BOBOEM NOTOM B MHTEPHETE U KHUFax OTbICKMBanu cgotorpadvpoBaHHble MHOK 34aHus, yY3HaBanu Ux UCTOpuIo, cyabby nx ObiBLLMX
BragernbLeB, 3HaKOMUICb C TBOPYECTBOM CO3[aBLUMX UX apXuTekTopoB. K aTomy BpemeHu y CTaHucnasa yxxe cunbHO 6onenu Horu. U BoT, He
BbIXOAS U3-3a 3TOrO U3 JOMA, OH C UHTEPECOM U MOJIb30W NPOBOAUIT BPEMSI, OTFOHAS MHOIAA HanaAasLUyo PyCThb.

KoHeuHo, 6binv 1 60nu, 1 yHblHWE, 1 AneTa.

Kcratu, o anete. Mockonbky n3-3a NpobrnemM c >enyaouHbIMU KpOBOTEYEHUsIMI Haao ObINo o4YeHb CrneauTh 3a MUTaHWEM, S PEBHOCTHO Npu-
Hanack 3a Aeno. Pyku o nuwm ans ceba He foxoaunu, Bedb s pabotana. Moatomy s ena To e, 4to n CTaHucnas, ¥ TeM camblM, AyMato, Co-
XpaHuna cebe 300poBbIN xenyaok. BoT Tak n oT 6oneaHy nonyynnack nonb3a.

Ceityac, korga kaxabli 6onbHon remodunmen uMeeT AoMa pakTop CBEPThIBAHWSA KPOBM, €CTb Macca BO3MOXHOCTEN pa3HOO6pasuTb XU3Hb,
XUTb HOPManbHOW XMW3HbIO, HE AyMas Kaxaylo MUHYTY O CBOel npobneme.

MoaTtomy, Apy3bsi, CTapanTech, Aep3aiTe, a rmaBHoe, He yHbiBanTe! XXnu3Hb He Tak yXK ANUHHA, @ NO3TOMY HaAo MCMoMnb30BaTh Nobyro BO3-
MOXHOCTb YKpacuTb €€, NPOXUTb He BNYCTYIO0, @ AaXe NHTepecHee 1 NpoayKTUBHEE MHOTO 340POBOro YenoBeka.

Cynpba moboro 6onbHOro remocunmert YenoBeka B YEM-TO TUMUYHA ANA BCEX CTpaAatoLLmx aTo 60nesHbio, a B YEM-TO COBEPLLUEHHO OCO-
6eHHa, Kkak BNnpo4YeM 1 Bcsikas cyabba. Moatomy S Aymaro, YTO KaxKabli MOXET npuayMaTb YTO-TO, YTO MPUAACT 0cobbli apoMat OTnyLLEHHOMY
emMy BPEMEHM.

A ewwé ckaxy 06 ofHON O4eHb BaXKHOW AeTanu — 0 NiobBKM, BeAb OHa TBOPUT YyAeca: NpuaaeT cun, co3naéT HaCTPOeHUe, POXAAET XenaHus.
Bot B 3TOM rmaBHoe. £ 310 3Hato no cebe, 06 3TOM roBOPU MHE 1 MOV MYX.

Bynbte 3gopoBbl, paboTarite Ha 6naro 30opoBbs, NbuTe Apyr Apyra, He CUAUTE B YHbIHUW U OXMAAHUM MaHHbI HE6ECHON, MHOroe 3aBUCuUT
TONbKO OT BaC CaMmx.

Onbz2a KoHcmanmuHoeHa pa4yéea
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Om pedakuyuu. Yxxe coscem He yousumersibHO, Ymo borbHbie 2emogbunueli Mymewecmesytom o 8cemy Mupy, 3a-
HUMaromCcsi CriopmoM Ha epaHu 3KCmpumMa uru umetom yernedeHusi, mpebyrowjue 6osbwiol pusudeckoli moo2omosKu.
Hanuyue chakmopa u ymeHuUe caMocmosimeribHO riepenusamacsi desiarom Hac MObUsibHbIMU U CBOBOOHbIMU 8 8bIbope.
KoHe4yHo, Huko20a He Hado 3abbieamb O ceoell besornacHoCmuU, HO MPYOHO MEPEYUCTIUMb 8Ce 803MOXHOCMU, KOMOpPbIe
0aém Ham 0ocmuXkKeHUEe Co8PeMeHHOU HayKu, cmasuwiee makuM rpusbI4HbIM - ¢hakmop ceepmsieaeMocmu Kposu.

- ile,

YyacTHUK NOUMCKOBOro ABmxeHua Bukrop UBanoB

B aBrycte 2018 roga B Benukom HoBropoge otmevanu 30-neTHui tobunen nonckoBow akcneanumm «fonnHa» namstv H.W. Opnoa. Y4yacTHuku
«[OonnHBI» 3aHMMAIOTCH MOVCKOM U 3aXOPOHEHWEM OCTaHKOB HenorpebeHHbIX 3almTHUKOB PoguHbl, normbumx B rogbl Benukon OTeyecTBeHHON
BonHbl 1941-1945 rogos Ha Tepputopun HOBropofckon obrnactu, yCTaHOBIIEHMEM VX UMEH, MOUCKOM HEV3BECTHBIX BOMHCKUX 3aXOPOHEHWUN, yBe-
KOBEYEHMEM MaMATU U PO3bICKOM POAHBIX NOrvbLLKnX. B cocTaB MOMCKOBOWM aKCMeanummn BXoanT 57 oTpsaos - 6onee Tbica4m Yyenosek. 3a Bce rofpl
paboTbl MOVCKOBUKY HALLMN U 3aXOPOHUNY ocTaHkn 118 Teicsiy 6orLoB 1 koMaHAanpoB KpacHom apmmnmn, BOCCTaHOBUIMM MeHa 22 ThICAY 3aLUUTHUKOB
OtevecTBa.

OpvH 13 y4acTHUKOB MOMCKOBOM akcneamumn «JonvHa» — Buktop iBaHoB M3 BonoToBckoro parioHa Hoeropoackoi obrnactu. Y Buktopa remo-
dunus, Ho 6onesHb He cTana NoBoAOM OTKa3biBATLCA OT YBNEYEHUS!, COMPSHKEHHOTO C 6OMbLUMMU M3NHECKUMU Harpy3kamu. «HeTbipe roga Hasag,-
rOBOPUT OH,— 51 BMepBble nonan Ha «BaxTy namatu» B coctaBe oTpsgda «Py6uH». 3aeck BCTPETUN MIOAEN, 3aHATLIX 04eHb BaXXHbIM AEnoM, a Mosi
namsTe 0 npagene CasenbeBe VBaHe Mnbuye, 6e3 BeCTV NponaBLUEM Ha BOViHe, obpena HOBbIN CMbICTT B MOMCKE MOrMOLLKX Ha NOMAX CPaXEHWM.
B nepByto e BaxTy Mbl C ApyroM NogHsnM nepeoro 6oviua. ConpnyacTHOCTb K NoAsSM 1 cobblTusim Benukon OTevecTBEHHOMN BOViHbI, BO3MOXHOCTb
CMyCTS AeCATUNETUS BEPHYTb KOTO-TO U3 HEGLITUSA 1 YyBCTBO JIOKTS - BCE 9TO CTano YacTbio Moel Cyapbbl v ABaXAb! B rOf, A 30€Cb, Ha BaxTe Namatu
¢ «[lonnHon». B aToM rogy S 3aKOHYMN TEXHOMOTMYECKUIA KOMNMeaxX, CTan onepaTtopoM OXpaHHO-MOXapHOW curHanuaaumu. [lymato, YTo OTBETCTBEH-
HOCTb 3a Ntofen — Moe NpU3BaHue».

[o6aeum, 4to Ans yyacTtusi B paborax «[MovckoBon akcneauumu «JonvHa» AonyckatoTcst nuua He Monoxe 14 nert. YneHbl NOMCKOBOTo OTpsiAa,
MMEIOLLIETO CcneuyanbHoe CHapsbkeHue, AoMmMKHbI 0bnaaaTb HaBblkamMy BbDKUBaHWS B SKCTPEMArbHbIX YCIOBUSIX, 3HAHWEM OCHOB OKa3aHWs MepBon
MeAOVLMHCKON NMOMOLLIY, TEOPETUHECKNMU MO3HAHNSAMM MO BEAEHMIO MOMCKA, ObITb MCUXONMOrMYECKN MOATOTOBMNEHHBIMU.

Hzopb Aswapos,
npe3udeHm Hoezopodckozo
peauoHanbHo20 omdeneHust BOIr
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Ffleca u 6onma 00 cux [op XpaHam ucmopuu

- "zepoulle ckoti 2liberiu eolHOE
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CemenHan CTpaHUYKa w
i

HALLUMU 3A FPAHULIEN

B cepenuHe nioHsA rpynnowi COCTosILLEN U3 B3POCHbIX U Ae-
TeW Mbl, UBaHOBLbI, MoneTenu Ha otapix B Typuumto. OHa BCTpe-
TUna Hac CONMHEYHOM Morodomn u TennbiM (Nntoc 28 rpagycos!)
CpegnsemMHbiM MopeM. Llenbix ABa pa3a B AeHb (YyTpOM 1 Be-
4YepoMm) Mbl Kyrmanucb, 3aropanu, a AHEM OTAbIXanu B HoMepax
oTens oOT Xapbl: Ha ynuue 6bino nnoc 46 rpagycos!

M1 >xvnu B nocenke MaxmyTnap, YTo Hefaneko ot AnaHby.
Mo TeppuTOpMM OTeNs nonsanu Yepenaxu, beranu swepurLbl 1
COBCEM Hepareko OT Hero nacnucb Bepbniogbl. [1eTaM o4yeHb
NMOHPaBUNNCb BOASHbIE TOPKM W OFPOMHBLIN GaccenH B Buae
rMTapbl, pas3geneHHbll Ha CeKUMU C pasnmnyHon rmybuHon. Ha
TEPPUTOPUMN POCIIO MHOXKECTBO PA3NNYHBIX LIBETOB U [EPEBLEB:
OFPOMHOE KONMYECTBO P03, MMOMCKYChbl, BUHOrpad, MyLUMyna,
6aHaHbl, MMMOHbI U anenbCuHbI, NaBp, 3BKaNUMT, pasnuyHbIe
LBETYLLME NNaHBI U TYN HEBEPOATHBLIX (HOPM.

Mepen yXMHOM Mbl BbIXOOWNM B rOPOA M OCMaTpuBani fo-
cTonpumMeyatenbHocTu. beinv Ha BocTouHOM 6asape, ntobosa-
NNCb KpacuBenLlen npupodon. bomblue BCero Ham noHpaBu-
nacbk BcTpeda c naenvHamu. OHK He 6osnuch MIOAEN Y OXOTHO
no3vpoBanu, rPOMKO Kpudanu 1 TaHueBanv, packpbiB CBOV Be-
TIMKONEMHBIV XBOCT. YAOOHO, YTO NMPaKTUYeCKM Y Kaxaoro MHO-
rOSTa)XHOTO [IOMa YCTaHOBIIEHbI CMOPTMBHbLIE TPEHAXEPbI, Ha
KOTOPbIX Mbl C 60MbLUNM YOOBONBCTBMEM 3aHUMANNCh.

E>xeqHeBHO B oTene nNpoBOAUIMCH OUCKOTEKU ANs AeTen U
TemaTtnyeckue Beyepa ans B3pocrnbix. OCOBEHHO 3anoMHuCs
OeHb Typumn. Becb nepcoHan otens 6bin ogeT B HauMoOHasb-
Hble KOCTIOMbI, Liefblii IeHb Urpana My3blka, nogasany Tpagu-
LIMOHHYIO TYPELIKYo eny M HanUTKK, a BE4EpPOM CMOTPEnU npea-
cTaBneHne o6 mctopuy Typuum C HaLMOHamNbHLIMW TaHLaMW,
OFHEHHbIM LLIOY W CIOPMPY30M s OTAbIXaKLWMX — noBapa npu-
rOTOBWIN OFPOMHbI TOPT-MOPOXEHOE.

Ha nobepexbe Mbl 06Hapyxunu B ckanax BbIMbITY0 BOAOM
NOXOWHKY, M3 KOTOPOW MoslyyYmnachk NpsMo HacTosilas BaHHa.
BomnHbl HanonHsANM ee ConeHol BOAOW, COMHLE Harpesarno, u
BOAA B Hen Obina oyeHb Tennas. [letu, ga u B3pocrble, O4eHb
nontobunu aty 0«BaHHy». A ellie Ham HpaBUoCb CMAETb Ha be-
pery Mopsi U KynaTbCsi B MOPCKOW MeHe.

OyeHb BbICTPO 3aKOHYMICS OTAbIX, HO Mbl peLnn 06si13a-
TENbHO B CrEeAyoLLeM rogy eLé noexarb Kyaa-Hubyab.

Hamanbs Kucnsikosa,
npe3udeHm MleaHO8CKO20
peeauoHanbHo2o omoeneHus BOI
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YutauTte Xopowne KHMKKH!
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Om pedakuyuu. Xopowasi KHuea eceada bblfia caMbIiM UHMEPECHbLIM U 3axeambI8atoUUM pa3eriedeHuem orisi
noded, ymerowjux Yyumamab, 8He 3agUCUMOCMU Om Ux 8o3pacma. 3a xopowel KHU20U 51e2ko 3abbimb 0 8peMeHU,
eonode, denax, CKBEPHOM HacmpoeHUU, a Yacmo U O MI0XoM camodyscmeuu u 6onu. He 3abbigalime o makom 3a-
mevyamesibHOM fekapcmeae!

EcTb Takoe BblpaxkeHue «yxofsiias Hatypa». MHorve knaccuyeckume
YFOMKM CTapbIX PYCCKMX rOPOAOB KaHynu B METY, HA MECTE YHOTHbIX 3ene-
HbIX IBOPUKOB CTOST XXWUrble KBapTarbl C XapakTePHbIMU NPUMETaMU yxKe
Opyroro BpemeHu. A motom GyayT crnegytolime, CoO CBOEN yxe HOBOW U
Henoxoxewn acTeTnkon. BoT Takon «yxofsiLLen HaTypoin» nokasanucb MHe
[ABe MOBECTW, XMUBYLUME MOA OAHOW 0BMnoXkon ¢ HasBaHnem «MaHpapu-
HOBble ocTpoBa». ABTOp — Hukonam HasapkuH, oauvH U3 CerogHsALWHNX
B3pOCIbIX 6OMbHBIX reModunuen, kotopbie Obiv Mans4YuLKamMy Toraa,
Korza He 6bIno B npypoae dakTopa, He BCEM XBaTarno Kpuonpeuvnuitara
1 KOrfa Ansi OCTaHOBKM KPOBOTEYEHMI BCE eLle kananu nnasmy. Bam ka-
XKeTcs, YTo 3TO 6bINo B NpoLuiom Beke? Her, 1o 6b1no coBceM HeaaBHoO,
Kakux-To neT ABaguaTtb NATb Hadag. [Be noBectu — «M3ympynHas pbib-
ka» n «MaHOapVHOBbLIE OCTPOBa» — OMUCLIBAKOT O4EHb TOYHO TOAALLIHIOK
06bIYHYH0 XU3Hb 0BBIYHOMO Marnbsvuka-remodunuka. M B atolt 06bI4HOCTY
yMeLaTcsi M abcontoTHasi 4OCTOBEPHOCTb, M BCE HALLUM BOCMOMUHAHWUS,
1 BCe HalUW YyBCTBa — W poauTenen, u geten. bnarogapsi aTon KHYDKKE
poAWTEnn CMOryT MOHATb CBOMX AETEN U y3HaTb, YTO OHM AymatoT o cebe,
cBoen 6ofe3Hn, CBoMX MeacecTpax, Bpadax U O Hac, CBOMX POOUTENSX.
MounTarite. OTa KHUra BydeT MHTepecHa He TOMbKO TEM, KTO 3HaKOM C
Halwvmu npobnemamu, HO 1 BceM ocTarnbHbIM. [oBECTU, 0gHa 13 KOTOPbIX
Bbixoguna 6ornee 10 net Hasad, He nNepev3gaBanucCb, UX CIOXHO Obifo
pa3pobbiTe, HO B 2018 rogy B nsgatensctBe «ArMOHT» Bbiwnun «MaHaa-
PVHOBbIE OCTPOBA», KyAa BOLUMM OHM 06e, cenyac ata KHura ewé ecTb B Npopaxe, eé
MOXHO KyNuTb U B MarasvHe, 1 3aka3aTb Mo MHTEPHETY. BocrnonbayinTech Takum yaaqHbIm
cTeyeHnem obCTosATeNbLCTB, TEM Boree YTo B MHTEPHET-MarasvHax Bcerga ecTb Macca
BO3MOXHOCTEN MOMNYyYUTb CKUAKY U 3aKa3aTb AOCTaBKy B yA0OHOE Ansi MonyYeHnst MecTo.

A ecnu «yxopsiLLasi HaTypa» — COBCEM HE TO, YTO MOXET Bac 3aMHTepecoBaThb, TO Mo-
npobyiiTe Ha BKYC COBCEM Apyrne TeMbl: «356nuk u3 knaHa ®enukcos» (2017 r., [ Me-
LepsikoBa, cepusi «Takve BOT UCTOPUU») Un « Tpu mManckne BUTBbI Ha 30M0TOM None»
(2018 r, N.O. MewepsikoBa, cepus «lMudaropossbl LWTaHbl»). ABTop — H.H. HasapkuH.
YuTarte xopoLume KHurum!

BanenmuHa NanduHa
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XypHan BbinyweH npu 6narorBopuTensHON NoaAepXKe
AO «l"'eHepuym», Cn3cIn BepuHr NTM6X MNepmaHus,
000 «Okrachapma Hopauk AB», 3A0 «Pow-Mocksa»,
00O «llanep Buortex Pyc», AO «®apMuM3aKc»

HaspaHue 3apeructpupoBaHo B MUHUCTEPCTBE NevyaTt U MaccoBon uHdopmaumu Poccuiickor ®egepauum
Per. Ne 012378
Yuypeputens - O6uiecTBo 6onbHbIX reModunuen
lNpy nepeneyatke marepuanos ccbinka Ha “MemuHdopm” obsazatenbHa

125167, r. Mockea,

CTp. 2, KOMH. 317, 320

Ten.cbake: (495) 612-2053, 748-0510 EropeHkoB A.A., languHa B.A. Tupax 2 000 3k3.
e-mail: office@hemophilia.ru
web-site: http://www.hemophilia.ru



