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NMoanonbHas apMud CrnaceHuA

BornoHTepbl 6naroTBopUTenbHOro ¢hoHAa LoCTaBnAlT B POCcUio CoBpeMeHHble npenapaTthl NPoTUB paKa (haKTUYecKu
HernerasibHO, MOTOMY YTO fieranibHO ByAeT No3aHo.

Yenblwath B KabuHeTe Bpava, 4To AN fieueHus Taxenoin 6onesHn TpedyeTcs peaKkoe U HesaperncTpMpoBaHHOE B
Poccuu nekapctBo — 9Ta yyacTb EXXEroflHo HacTUraeT B CTpaHe OKOMo 5 MUMMOHOB YerioBek. [1ATb MUMIMOHOB
obpeTatoT HaZexay Ha CraceHWe U NPaKTUUYECKW cpasy e ee TepstoT, MOTOMY YTo BbICTPO AOCTaTh TAKoe SIeKapCTBO
MPOCTO HEBO3MOXHO.

AnropuTMOB AENCTBUIA Y BOMbHbIX, NOMYUYMUBLLMX LLIAHC BbKUTb, ECNU YAACTCA OLICTPO NOAKIOUUTL AEMCTBEHHBIN, HO
HesaperncTpuMpoBaHHbIi B Poccuu npenapart, Heckosbko. MepBbiit — fobueatbea paspelueHna PocsapaBHaasopa Ha
BBO3 Mnpenapara, BTOPOi — HererasibHO BBE3THU ero U3-3a rpaHulibl, TPETUN U Ha CerofiHA camblii pacnpoCTPaHeHHbIN
— xAaaTtb daTtanbHOro UCXoAa, NOTOMY YTO NEPBLIK M BTOPOM BapUaHTLI HE MO CUMam.

OTeuecTBEHHAA TPaAMULMA CUMTATb PaK HeusneunmMbiM 3aboneBaHnem npoLseTaeT MMEeHHO NMOTOMY, YTO OHKOSIOMWA Y
Hac ¢puHaHcupyetca Ha 10% OT NOTPeBHOCTU COBPEMEHHbIX MPOTOKOMOB fleyeHus. Ho 0TBETCTBEHHbIE Bpayuu 3HAtOT,
YTO OYEHb YACTO MMEHHO COBPEMEHHEIV Npenapart MOXeT AaTh LUAHC Ha BbI3AOPOBIEHWE, NO3TOMY M MULLYT NUCbMA
B MuH3apaB ¢ npocbbamy HanaauTb NeKapCTBEHHbIA KOPUAOP, NOSTOMY M paccKasbiBatoT POAUTENAM BOMbHbLIX AeTer
0 NepcneKkTMBax Bbi3LOPOBIIeHUs. OTO OHM 40T Haaexay, KoTopas B O0MbLUXHCTBE CryyaeB OCcTaeTcs TLEeTHOM,
MOTOMY UYTO HY)XHOE JIEKAPCTBO OCTAETCA HEAOCTIUMBIM.

B 6narotBopuTenbHOM ¢oHAe «[lofapu xu3Hb» MHE paccKasanu, Kak NpuxoanTca Ao0biBaTb cnacuTenbHbIe
npenapartbl.

Crocob neranbHblit
OH camblit 3aTpaTHbI U AOMNTWIA, MHOTZAA POBHO HACTOSBKO, YTO NepecTaeT ObiTh akTyanbHbIM. YernoBek nonpocTy He

ZIOXMUBaeT Ao cnacuTesibHoi TabneTku. Ytobbl nonyunTb paspellenre PocsapaBHaa3opa Ha BBO3 npenapara us3-3a
rpaHuLbl, HyXHO, 4TOBbI HEOBXOAMMOCTb HadHaYeHWUss 0BOCHOBaST KOHCHUIMYM. Tak1e NOSIHOMOYMA eCThb TOMBKO Y TPex
yUpexaeHuii B cTpaHe — POCCUIACKON AETCKOM KMHUYecKon BonbHULbl, PeaepanbHOro LeHTpa reMaTonoruu u
CaHkT-lNeTepbyprckoro MHCTUTYTa AETCKOM reMaTosiorMy v TpaHCnnaHTonorum uM. Pancel Mop6ayesoii.
MapaaokcanbHO, HO AaXKe OHKOLEHTP MM. BnoxmHa Ha Kalumpckom Locce He MMeeT npasa AaBaTb Tak1e 3aKkTroYeHus
CBOMM BOSIbHEIM.

7 Tenepb npeacTtaBbTe, YTO 3HAYUT ANA ponmeneﬁ, XUBYLLNX Fﬂe-HMéyﬂb B paVIOHHOM ropoze B HECKOJ1bKKUX
TbiCAYaX KUJTOMETPOB OT Mocksl, opraHun3oBaTb TaKown KOHCUTTUYM. npOCTO [03BOHUTBLCA A0 CTONMMYHOM KITUHUKK,
npocTo LlOéVITbCH, yTOObI BbICyLlanu. A BpemAa naeT, a cnacuTenbHOro ekapcTea HeT, AaXXe eCln Hanaelb 3TH
cymMmaclwieauie AeHbrun.

McTopuna nepenucku nansl Pombl Monellyka ¢ BonoHTepamu rpynmbl «JJoHOpbl — AeTAM» — UMEHHO TakoW cryya.
Ho MNoneLyykam noBesno — UM NOMOrTIM BOSOHTEPLI. Y MO3TOMY MX UCTOPKUA CKOPEE UCKIIOYEeHWe U3 npasul.

11-netHuin Poma Monelyyk 13 r. Topxkka (TBepckasa obnactb) 3abonen ocTpbiM NMM@o61acTHLIM JIEMKO30M BECHOM
2006 roaa. Poma noctynvn Ha neyeHue B Poccuitckyto AeTCKYHO KITMHUYECKYHo 60mbHULY. Y Manbuuka oBHapyxunach
anneprvsa Ha oAuH M3 6a3oBbIX MPenapaToB, UCMOMb3YHOLMXCA B Tepanuu neikosa, — Ha acnaparvHasy. Yrobbl
NEeYnTbCA TaK, Kak NonoxeHo, PomMe cpoyHo NoHaaobuncs samMeHUTeNlb — npenapar noj HasBaHWeM «OpBuHa3ax».
OT0 NneKapcTBO He 3aperncTpupoBaHo B Poccnn. Ero MoXHO KynuTb TONMbKO 3a py©exom M BBE3TU B CTPaHy TOJbKO MO
crneuvanbHoMy paspeluenuto PocaapasHaasopa. 22 asrycta nana Pombl, FepmaH Monetyk, o6paTtuncs 3a NoMOoLLblo
K BOSIOHTEPaM MHULMATUBHON rpynnbl «JJoHOpbl — AeTAM». Huxe — dparMeHTbl M3 ero nucem.

01.09.2006

3apascTByriTe!

He mory k Bam £03BOHU T beA. Pelumnn Hanuca Tb. [Tonyumn nucbmo 3 bepnuna: Tam o Tkasanam B nomoLyn. byaem
UCKa T b BOSBMOXHOC T b Ky T b JIeKapc TBO B AHrnimn. Mbi B LWOKe O T LeHbl nekapc TBa. Kypc neueHna 8 — 10
MHBEKYMH (3 T0 nod Tu 8000—10000 eBpo!!!). YTo aenaTb, He 3Haem. U3 Baluero onei Ta, 4YTO MocoBeTyeTe?
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Cnacubo, 'epmaH lNoneLyyk

08.09.2006
BBo3uTb npenapaT 6yay T u3 AHrauu... [pysba noobelyanm 3aHA Tb HEAOC T aloLyne AeHbI M.
lepma

BOJ'IOHTepr rpynnobl <<ﬂ,OHOpr — AeTaM» Hallun 6ﬂaFOTBOpMTeﬂF|, MBaHa AkceHTbeBHYa bessa, KOTOprﬁ cornacunca
onnaTtuTb NeKapcTBo AnAa Pombl.

Kpome ZeHer Ha onnaty nekapctea poantenu 6onbHoro pebeHka JoMmkHbI ObITM NOMYyYnTh paspeLLeHne
PocsapaBHazsopa PO Ha BBO3 nekapcTBa Ha TeppuTopuio Poccuu.

19.09.2006

3apascTayriTe!

B naTHuYy xeHa 3anucanace Ha npvem B Pocsapas Ha B T opHUK. CeroAHA o TBe3/a AOKYMEH T bl 110 aApecy:
CnaBsaHcKkas nnoLyaab, 4. JKeHe ckasanmn No3BOHM Tb YePe3 TP AHA U y3HA T b, KyAa 3 T W JOKYMEH T bl MOLL/H
Janblue. Ham ckasanu, 4 T0 Bonpoc 6yae T paccMo TpeH B TedeHne mecayal Heyxenn a To Bce Tak gonro? U ewye
BOIPOC: HE NMPUAE T CA I HaM NiaT WU T b rocroLIMHy Ha TamoxHe 30% O T cyMMbl nekapcTBa?

25.09.2006

3apascTByriTe!

CeroaHs 3BoHun B PocsapaB. Cu T yayus cneaytolyas: Bo BT OPHUK 19.09 AOKyMeH T bl Obisin nepesaHs B
KaHLesnapu1io, HasHa4yeH o TBe T C T BeHHbIH ucrnonHn Tenb Jl. Tonbko ceroand, 25.09, 40KYMeH T bl [10C T yruin B
cnyx6y no Haasopy Pocsapasa (npnemHas Xabpuesa). OAHAKO MHe cKasaniu, 4 TO HasHauYeHHbIA MCromHN T enb ([.)
B KOMaHAMPOBKE 0 cpeabl, K TO 6yAe T HasHa4eH BMEC T O Hee, HeM3BeC T HO... [103BOHU T b ckasanu B cpeay. BoT
Takou Aypaom.

lepma

BornoHTepbl rpynmnbl «[JoHOpLl — AeTAM» CBA3ANUCh C PYKOBOACTBOM Poc3apaBHaza3opa, UToObl yCKOPHUTL NpoLiecc
odopMIIeHuna paspeLleHna Ha BBO3 nekapcTtea 4na Pombl MNonelyka.

27.09.2006

SapascTByiiTe!

CeroaHs o Tnpasuin B AHrauio AeHbru. lNomor bess MBaH AkceH T besuy. OrpomHoe eMy criacn6o. Ha 3aB Tpa
obeLyaro T ro TOBHOC T b JOKyMeH T oB B Pocsapase. Oc T afcs HapKOKOH T POJib.

lepma

01.10.2006

(Mucemo epmany lMonelyyky o T cayx6bl 4OC T aBKu)

Jna TamoxxeHHOVN 04nC T KK IeKapc T Ba «3pBuHa3» Nosyya Teso [MoneLLyK Hy)XHO Mpeac TaBu Thb:

1)cBoM nacnop T Hble AaHHbIe (C aApPecoM MPOMNUCKH);

2) BbINUCKY M3 UC T 0pum BONIE3HU C Ha3HAYeHNeM nedaLyum BpayoM AaHHOro npenapaTa B TaKoM- T O KOIMYEC T Be;
3) paspelueHmne MuHsapaBa Ha BBO3 ripenapaTa — OpUruHall;

4) nucbmo o T OI'Y ®HKL] JFON Ha T amMoxHIo ¢ Mpocb60#i BeinyC THU T b rPy3.

lMonyya Tenb AomMKeH npuexaTb B asponop T Lllepeme TheBO ¢ nacrnop TOM v NPUCY TC TBOBA Tb MPH T aMOXEHHOMH
ounc Tke rpysa. Kak T0/1bKO nepeyuncieHHble JOKYMEeH T bl 6yAy T MPeac T aBieHbl, Mbl COOOLYMM O T paBH T eJio,

4T O rpy3 MOXHO BbICbINA T b.

04.10.2006

lNo3aBuepa MeHemKeP TOHAOHCKOM GUPMbI-IOC T aBLyMKa rpucaan MHe Konuo HaknaaHov (Airway Bill) n Homep
pevica, Ko TopbiM rpy3 npubsieae T B MockBy — pevic British Airways BA874/03, Bpems npune Ta mec THoe 19.55.
BoT v BcA uHpopmaumd. Tak KaK y TpoMm 2 oK TAGPA Ha rpy30BOM T epMUHaNe aspornop Ta Taxko#i HaknaaHoHi He
6bis10, A NOHAN, 4T 0o BA874/03 — 3T o pevic, npune Tatolyuii 3-ro. 3anpocuni no 3 ToMmy nosoAy rno e-mail JIoHAoH.
OHnu oTBeTHUN: ara, He 2-ro, a 3-ro. Tpe Tbero Beuepom eAemM B agpornop T BC Tpeya Tb pevic. ConpoBoxaaroLero
rpy3 He okasanock. Ha rpyzoBom TepmuHane coobLymim, 4 To MHGopMaLmna o rpyse 6yaeT B 3—4 vyaca yTpa

uye TBep Toro ok TA6pA. Egem obpa THO. CeroaHa y TpOM 3BOHIO Ha rpy30BoA TepMuHan. EcTb Takasa HaknaaHas.
B 14.50 mbi B [JomonenoBe. A aanee «TaHel ¢ cabnamu»...

o4 Ty ye T bipe yaca o0popMAAIN AOKYMEH T bi. Pac TaMoxunu nekapc TBo. 3a pac Tamoxky 3annaTuam 18 033
py6ns (10% TamoxeHHbie yenyrn n 18% HAC oT ¢ Toumoc Tu nekapc TBa). Takux AeHer ¢ cobo# He Bbio,
MPULLIOCH MPOCH T b 3HaKoMbIx. OHU NPUBE3IN 3 Ty CyMMy. Ecnu Bce ByAe T HopMasibHO, TO, A AyMaro, Haao0
uckaThb Apyrue ny Tv A0C T aBKu J1eKapc TBa — BeAb B CAEAYIOLYMI pa3 A/IA pac T aMOXKU T pex ynakoBOK



nlekapc TBa Hazao 6yae T 3annaTuTb 54 Toic. pyb. BoT Takue BOT gena.

Poma MoneLlyk ycrnewHo 3akoHumn nevexue B 6onbHuLe. Tonbko 6narogapa yeunuam poamTenem u
6naroTBopuTENen ManbyvK nonyyun Bce HeobxoanmMble nekapcTea. Poma B peMuccum yxe Tpu roga.
MoanepxusatoLLyto Tepanuto 3akoHunn 1 asrycta 2008-ro.

lepmaH MorneLyk nucan BONOHTEPaM CAEPXaHHO U no Aeny. O TOM, Kak caaBanu HepBbl Yy poauTenei pedeHka, noka
wra 6uTBa 3a AOCTaBKY f1eKapcTBa, MOXHO TOJMbKO raaaThb.

Ha opraHusauunio A0CTaBKK NeKapcTBa AaXe C NOMOLLb0 doHAA U NONyYEHHbIX OT 6ﬂaFOTBOpMTeI'IF| AeHer yuno
nonTtopa mecaua.

Crnocob HeneranbHbIi
daKTUUYeckn 3TOT NyTb ABMAETCA HE3aKOHHbBIM. BONMOHTEPEI M 0TYaABLUMECA POAUTENN PUCKYHOT KaXKAbIN pas, Koraa B

cobCcTBEHHOM Harake Be3yT criacuTesnbHbIM, HO He paspeLleHHbli K BBo3y npenapat. O ToM, Kak aTo ObiBaer,
paccKkasarna AeByLUKa-BOSIOHTEp, NMONPOCUB HU B KOEM Crlyyae He HasblBaTb ee UmA. Eii B aToMm MecAle elle
NPeACTOWT NeTeTh 3a JIeKapCTBOM.

«Kaxabli pas, Koraa npoxoxy TaMOXEHHbIM KOHTPOSb, ynuTato «OT4e Haww». Kaxabli pas TpaceT. [MpuBbIKHYTb
HEBO3MOXHO. Ho ecnu B 9ToM MecALe A He nornedy, To AeBouyka n3 Camapbl Hacta (pamunua B peaaxkymmn nmeetcs)
OKaXXEeTCA Y KPUTUUECKOMN YepThl. XKaaTe paspelleHnsa PocaapasHaasopa Mbl He MoxeM. Crimwkom gonro. U kpome
TOrO — HU y BNaroTBOPUTENEN, HA Y POAUTENEH AEBOYKM HET HU KOMENKM cBOBOAHbLIX AeHer, 4Tobbl 3annatute 18%
oT cToumocTH nekapcTtea Ha HIAC v ewwe 10% — TamoxHe. O1a M34a BoobLe becuenoBeyHa. OTW AeHbIM Mbl eLle
ZOMKHBI NNaTUTb rocyAapcTBy 3a TO, YTO OHO 0cBOGOAMIO CceBA 0T OTBETCTBEHHOCTH 32 BOMbHbLIX AETEN.

Kak mou noesaku Beirnaaat? O6blYHO OAHOAHEBHLIE, MOTOMY YTO MHOMMM feKapcTBam HeobxoanMma onpesereHHasn
TemMnepaTtypHas cpeda v Be3TU MOXHO TOMbKO B KOHTEMHEpPE C oxNnaxaeHueM. HekoTopble amMmny bl MHE NPUX0AUTCA
0TZesbHO yrnakoBbiBaTh, YTOObI He pa3buTe. ELle ogHa npobnema — HaWTh TOro, KTo NPOAAcT 3TO 1eKapCTBO 3a
rpaHuuen. B antekax ux Nnpo4atoT TOMbKO MO peuenTam CBOMX Bpayen. M noHATHOE Aeno, aBCTPUNCKUIA UMK
HeMeLKU Bpay He CIMLLKOM PacrosiOXeH BbINMUChIBATb peuenTt He cBoeMy nauuneHTy. MHoraa yaaetca
A0roBapuBaTthbCA Yepes COOTEYECTBEHHUKOB, XMUBYLLMX TaM, MHOrAa NoyYaeTca KynuTb npenapar npsamo y
npousBoauTens. 3a nekapcTeamu Mbl ietaem B AHrnuto, Utanuto, Nepmanuto, TaiBaHb. Poautenu o6bi4HO He MoryT
camu neteTb — OHM B BosbHULE C peBeHKOM, OHM TaM HyHee. [la ¥ CPOYHyto BU3Y MO TakoMy MoBOAY Y Hac He
opopMnAtoT.

OgnHaxabl A nonanack. B asponopTy BbIACHWIOCK, YTO A BE3Y BMECTO Pa3peLLUEHHbIX AECATH ThiCAY JOMNapoB AecATb
ThicAY €BpO. MeHs CHAMK ¢ peica, BepHynu 6arax. Ctanu opopmaAaTe NPOTOKON. A ymonana, TPAca BbINUCKON 13
6oresHu, pacckasbiBarna, YTo NIeKapCTBO Herb3A MPUBE3TH MO3KE, MOTOMY YTO PEOEHOK MOXET NOrMOHYTh.
TaMOXeHHWK MHe ckasan: «J1aZHo, NeTH, TOMBKO KynuLib Ham ZBe BYThISIKM KOHbAKY, A MOKaXy KaKoro B AbOTU-DPU».
Kynuna A 3TOT 4epTOB KOHbSK. ..

Camoe CcTpallHoe, 4To popmasibHO Yy HaLlero 3akoHa forMKka TakoBa: ecrii YesIoBeK yMpPET, MOTOMY UTO He MonyyuT
BOBpEMA J1IeEKapCTBO, HUKTO HE OKaXKETCA BMHOBAT, €CJ1N Xe Tebn NoMMatoT, Koraa Thl NonblTaellbCca ero NnpuBE3TH,
yTobbl CcNnacTu 6OJ'II::HOFO, — nonaaellb noAa CtTaTbio».

«CnpoTckme» nekapcrea
OTO He POCCUICKUI TEPMUH, 3TO MEXAYHAPOAHbIA TEPMUH. HO KaK )e OpraHuMyHO JIOXMUTCA OH Ha Hally He

yaobpeHHyto cousallmMToi nousy. Ha camom aene, «CUPOTCKUMU» (OpdaHHbIMK, OT aHrm. orphan drug) HasblBatoTCs
nekapcTea, NpeaHasHauYeHHble Anf nedeHus peakvx sabonesaHnii. PaspaboTtka v nocneaytoLlee nuueH3MpoBaHue
TakMXx NlekapcTB TPeOytoT OG0bLUMX MHBECTULIMIA U HEBBLITOAHBI M3-3a Y3KOrO pbiHKa cObITa. Hanbonbluee unicno
«CUPOTCKUX>» JTIEKAPCTB HEOOXOAMMO AN NIeUeHUA passiMuHbix GOpM paKa (0cTpble MMMGOOIaCTHbIE NIERKO3bI,
NMPOMUENOLUTAPHbLIE NIENKO3bI, XPOHWUYECKUI1 MUENOSIENKO3, paK NMoYK1, HAAMOYEYHUKOB U Ap.).

Bo MHorvx cTpaHax Mupa npaeuTenscTBa GUHAHCUPYIOT crelnasibHble NporpamMMbl, YToObl BbIMYCK HEBLIFOAHbIX
«CUPOTCKUX>» fiekapcTs Obln NpuUBreKaTenbHbIM U NpousBoanTenu He paboTtanu cebe B yObITOK. Ewe B 1983 roay
KoHrpecc CLLA npuHAan 3akoH o pa3padoTke nekapcTs ans peakux 6onesHei (Orphan Drug Act), o6ecneuvBatoLuit
HaroroBble NbroThl AnA paspadoTUMKOB «CUPOTCKUX» NTEKAPCTB M NPELoCTaBAALMIA MPOU3BOAUTENAM TaKUX
npenapartoB B TEYEHUE CEMU NET 0COObLIN PEXMM 3aLLWUTEI MHTENIeKTyanbHoW coBcTBeHHOCTU. C Tex nop B AMepuke
661110 BbIBEAEHO Ha PbiHOK 300 npenapaToB NPOTUB peaknx 6oresHen.

Xaatb y Hac B 6nnxaiiluem ByayLuem Takoro peLleHua npobnembl — ytonusa. Ho ynpocTUTb-TO MexaHWaM BBO3a
TakMx NpenapaToB — HEYXEeNW HENoCcUIbHasA rocyaapcTBeHHas 3agava?



B ¢eBpane KOHCTUTYLMOHHRIW cyd, paccMoTpeB xanoby boprca PaasveBckoro, cTpaaatoLlero reprneTudopMHbIM
Aepmatutom JopuHra v nepectaBLUMM nonydats GecnnaTHo Heo6XxoanMMoe NIeKapcTBo, T.K. B Poccun npekpaTtuncs
€ro BbINyCK, NOCTaHOBUN: «OpraHam 3aKoHOAATENbHOW M UCMIONHUTENBHON BNAaCTH YCTAHOBUTL CnieluanbHbIi
HOPMAaTMBHbIM ¥ NPaBOBOM MEXaHM3M BBO3a NIEKAPCTB Ha TeppuToputo Poccun». Koraa mexanvuam HauHeT
JeWcTBoBaTb — HEW3BeCTHO. Noka e 60nbHOM PagsveBckuit cTpagaeT 0T HECTEPNMMOro XOKEHUA U BONALIPEN.

P.S. Koraa Bepctanca Homep, npuLuno coobuieHune, uto y Pamuaa Barynosa, npoxoaawero B PAKE neuenve ot
num@obnacTHOro nenkosa, nocrie BBeAeHUA npenapara «AcnaparmHasa» Crnyynncsa aHPUnakTMueckuit LWok. Yepes
TPU HEAENU JOMKEH HauaTbCA CreayoLmnii 650K NeYeHns, a 3To 3HauuT, 4yto ByaeT Heo6xo0aMM aHanor npenapara
«OpBHHasza». Kynutb MoxHo B JToHaoHe 3a 17 500 espo.

P.P.S. EAMHCTBEHHbI KOMMEHTAPHWI Mo NpobrieMe He 3aperucTpUMpoBaHHbIX B POCCHM NEKapPCTB Mbl MOSTYyYMiv B
MwuHsapascoupassuTvsa. MNpeactaBuTenb BEAOMCTBA, NOXENaBLUMi 0CTaTbCA HEHA3BaHHbLIM, COOBLLMI, UTO «B
AenapTameHTe pasBuTha papmaLeBTUYECKOro pbiHKa roTOBATCA NOMPAaBKM B 3aKOH O JSIEKAPCTBEHHBLIX CPeACcTBaXx,
KyZia BrnepBble 6yaeT BBeAEHO NOHATUE «OpdaHHbIX» fiekapcTs». Bonpoc, 6yaeT nu B nonpasKax nponucaHa
ynpoLleHHas npouesypa AOCTaBKU 3TUX JIEKAPCTB M3-3a rPaHULibl U CKOSIbKO BPEMEHU NOTPeByeTcA Ha NPUHATHE
camux NonpaBoK, Hall UCTOYHUK OcTaBus 6e3 oTeeTa.
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Bepcus ana nevatv
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