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MOCKBA, 5 aBr — PUA HoBocTW. bpuTaHckme N poccuinckme yyeHble 3anyCcTuam
MacLUTabHbIA NPOEKT MO N3YyYEHNO MHEHUIA POCCUAH O TOM, ClelyeT N 3almLaTth
reHeTn4yeckyro MHGOPMaLMIO 1 Kak 3TO CTOUT Aenatb. AHHa MnAANTOH,
PYKOBOAUTENb NPOEKTa, paccka3blBaeT O ero NepBbIX pe3ynbTatax B APYrvx cTpaHax
N OO6BACHSET, NoYeMy NHOAN He YAeNAtoT 3TON NpobieMe A0/KHOro BHYMaHUS.

"BONBLUNHCTBO Nt04e He 0CO3HAEeT, YTO UX FreHOM ABASIETCA YacTblo MHPOpMaLK
06 UX INYHOCTU, Kak U HOMep 6AHKOBCKOro cyeTa Uan MeanumHckas kapTta. bonee
TOro, HaLWW nepBble NCCNe0BaHNA NOKa3bIBAOT, YTO /ILOAN BOOOLLE HE MOHMMALOT,
YTO YaCTb UX MEePCOHaNbHbIX JaHHbLIX YXe eCTb B ceTh. VI MO3TOMY Hac CU/IbHO
NHTepecyeT TO, Kak /IHOAN B Pa3HbIX CTPAHAX OTHOCATCA K FTeHOMHbIM AaHHbIM

N CYUTALOT 1N UX OTINYHBIMU OT MeAVLVHCKON nHbopMaummn”, — pacckasbliBaeT
MwnaanToH.

feHeTUKN HayuNaUCb BCTPaMBaThb 3aLLUUTY OT FrE€HHbIX
Moandukaumnii B IHK kneTok

Mpo6nema macwitaba

MNepBble MmeToAVKK pacindpokn AHK noasununce B cepeanHe 1970 rofo., koraa
6puTaHcknm bronoram ®pegepuriky CaHrepy v Yontepy MNmnéepty yaanochb
pacwundpoBaTb AHK 04HOro 13 NpoCcTenLLmnx BUPYCOB, 3apaxaroLLmx baktepun.
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MonHas pacwmndposka AHK yenoseka notpeboBana elle NnpuMepHO ABa AecAaTka net
3KCNepnMeHTOB.

3HauvanbHO TexHoNornm cekBeHpoBaHma AHK 6binn OpormM yA0BONbCTBUEM,
AOCTYMNHbBIM ML KPYMHbLIM 1a60paTopusiMm 1 601bLUNM KONNEKTBAM y4YeHbIX. 10
TeKyLLMM oLleHKaM, nepBas MoJiHas pacindpoBka YenoBeveckoro reHoMa
obolnack Hanoronnatenswykam CLLUA B 2,7 munnmnapga A0N1apos.

CerogHsi, Kak oTMeyaeT MUAANTOH, CUTyaLMs CTana CoBCeM Apyroi. ecsTkm
KOMMepUecKnx KOMMaHni rotoBbl paclundposats Bawy AHK nnm 3a oTHOCUTENbHO
CKPOMHYH CYMMY, NI Aaxe 6ecniaTHO, eC/iv KJIMEHT COracUTCs Ha UCMob30BaHme
ero reHoma A/191 KOMMep4eCcknx UM HeKoMMepyeckmx NCcceoBaHNM.

Bo MHOrmx CTpaHax NnoAaBUINCb 60NbLUVE FeHOMHbIE BaHKW, PacriosioxkeHHble

B KPYMHbIX YHUBEpCUTETaX, UCCNef0BaTeNbCKMX LLeHTPaX U YaCTHbIX KOMMAHUSX, Ybi
3anacbl JaHHbIX NCMOJIb3YHOTCA A8 U3YYeHUs peAKmnx 6on1e3Hel, Moncka MapkepoBs
NpeApacnonoXeHHOCTV K paky, BpeAHbIM NPYBbIYKaM 1 CUHAPOMAaM, K PAAY APYrmx
npobaem co 340pOBbEM.

YueHble: 83% poccmsaH oKasanaucb Apyr Apyry poAcTBEHHUKAMU

O6bem nHPopmaunm B reHOMHbIX 6aHKax yaBanBaeTcs MPUMEPHO KaxXAble CeMb
MecsiLeB. Y>Xxe B 6avxkanwem byayliemMm reHOMHble ncciefoBaHnsa byayT
reHeprpoBaTb MO HECKO/IbKO 3eTTabanT (Mnnnnapa tTepabaiT) LaHHbBIX €XerogHo,
YTO 3KBMBANEHTHO 06beMy TpaduKa, KOTOPbIA CEroAHA MPOXOAUT Yepes rnobanbHyo
ceTb 3a rog. Bo3Hmka onacHOCTb, YTO YacCTb 3TUX AAHHbBIX MOXET NOMacTb B PyKu
3/10yMbILLIEHHNKOB Y HEYMCTOMNOTHbIX MCCNefoBaTeNel.

"JTa npobaema BbIlA Ha NepPBbI NMAaH TONbLKO Ceiyac No TOW MpUYnHe, YTo
NOMEHSANNCL CaMnN 06 BEMBbI AHHbIX, KOTOPbIe HaM HY>XXHbl AN BeAeHUS
nccneaoBaHuin, OTHOCUTENBHO HEJABHO Mbl OCO3HA/W, YTO NOAOOHbIE NCCIeA0BAHUSA
MOXHO OCYyLLeCTBASATb IMLLUb B TOM C/ly4yae, eCn y Hac eCTb 0OYeHb 60/bLUOoM Habop
AAHHBIX, B TOM YnC/e U reHOMbl NpeAcTaBuTeneil pasHbliX HAPOA0B, 60NbHbIX

N 340POBbIX, NOAEN Pa3HbIX BO3PACTOB. M Korga Mbl Hayanu co3jaBaTb NOA406HbIe
6aHKWM JaHHbIX 1 06MeHVBaTbCA AaHHbIMY, Npobiema obecneyeHNs nx
6e30MacHOCTM NosiBUIaCh CaMa Mo cebe", — 06 bACHSET COLVONOT.

Pexknama, 6broLLaa no reHomy
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OAHOVI N3 MMaBHbIX r|p06ne|v| ABNAETCA TO, YUTO yYeHbl€ NMOKa HE 3HAKOT, K KakKM
nocneacTBMAaAM MOXET NpUBECTU MNMonadaHme reHOMHbIX AaHHbIX B PYKN XaKepoB
M nNpoYmx 3n0yMblLLNTEHHWKOB. OHn MOTYT ObITb KakK He3HauUnNTe/IbHbIMWN, TaK
M O4YeHb CeEPbE3HbIMMW.

K npumepy, kak pacckasbiBaeT MUAANTOH, €CN Ta WU MHAs XeHLMHA, KoTopas
NpoLU/ia reHeTnyeckoe TeCTUPOBAHME, MPeAPaCnoNOXeHa K Pa3BUTUIO paka rpyau, To
TOrja KoOMMepuyeckie CTPyKTypbl MOTYT UCMO/b30BaTh ee B CaMbIX pa3HbIX Liensax. K
npumepy, dapmaLieBTrYecKe OpraHn3aumm MoryT NoCTOAHHO NpeanaraThb el
pasfvyHble NPOTVBOOMYXO0/1eBbIE IeKapCTBa UM NMpenapaTsbl A5 NpeAoTBpaLLeH s
Pa3BUTUS 3a60/1€BaHNS, CTPAXOBble KOMMAHUN MOTYT 0TKa3aTbCsA NPeAOCTaBAATh
CBOW YC/yrn, a paboTtogaten — yBOAUTb UV HE NMPUHSATb Ha paboTy.
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AHHa MmnaanToH, coumonor ns Kemépuaxa, nsyyarowas MHEHUS POCCUSIH

B cBoto ouepesb, OHNANH-TPOAIN MOTYT NCNONB30BaTh 3TY MHGOPMALINIO ANA TPaBAY
TOro VAW NHOIO YenoBeka B rnobanbHoM ceTh. TeM He MeHee BCA NoZobHas
NHGOopMaUMa HOCUT BEPOSATHOCTHbLIN XapakTep — pak rpyan nnm 6onesHb
Anbureiimepa He 06513aTe/IbHO Pa3BMBAOTCA Y HOCUTeNen HebnaronpuUsATHbIX
BapMaHTOB reHOB, 11 MO3TOMY MaTepuranbHbIA N NCUXONOrNYeCKUii yiep6b

OT MOA06HOro BOPOBCTBA OLLEHNTL KPariHe CI0XHO.

"lMepBble pe3ynbTathl HAGOAEHWM MOKA3bIBAOT, UTO BONLLUMHCTBO NtoAeln 6onbLue
06eCNoKOeHO BO3MOXHOCTLI TOTO, UTO UX KPEAUTHYHO KapTy UK cYeT B baHKe
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B3/10MakOT XakKepbl, YeM TEM, UTO X NMNEePCOHa/IbHblE TEHOMHbIE NI MPOCTO
MeaANUMHCKNE AaHHblIE MOTYT ObITb YKpa4eHbl. |_|pVIL4VIHa 3TOro NpPocCtTa — Bpe,

OT TOlo, YTO Bawlk AeHbI yKpaAdyT, BroJiHe NMOHATEH U ACEH, TOlda KakK yLu,ep6
OT YyTEeYUKU T’EHOMHBbIX AaHHbIX NMOKa HE TakK Ol‘IeBI/I,ZI,EH", — nodacHseT AHHa MI/IAAJ'ITOH.

[lo ee cnoBaMm, HEKOTOpPbIE NIOAN BCE Xe MOHMUMAKOT pasHULYY Mexay "MpoCcTbiMn"
Ny6NYHBIMU JaHHBIMU U JaHHBIMU MO YCTPONCTBY X FEHOMA 1 OCO3HALOT, YTO 3TN
AaHHble CBA3bIBAIOT NX C POACTBEHHMKAMU U codepxaT MHopMaLmio 06 nx
npoLnomM n byayuiem. C 4pyroil CTOPOHbI, yYeHble He UCK/THYakT TOro, YTO
ornpalumMBaemMble MO NOYepnHyTb MOAOOHbIE CBeAeHNA HEeNoCpeaCTBEHHO

BO BpeMs NpOBeAeHNs NCCIef0BaHVsA U He UMen NMOHATNA 06 3TOM A0 y4YacTus

B NpoekTe MUAANTOH N ee KONer.

YyeHblii: Korga noam 3a601eBakoT, OHU cpa3y 3abbIBalOT Npo
"Bpea" reHoB

HekoTopble ntoan, kak oTMevaeT MyUAAATOH, XOPOLLO MOHVMALOT TO, YTO UX FreHOM
ABNAETCA LeHHOM nHbopMaLumein, KoTopas MoXeT MOMOYb KOMMAaHUSAM
3apabaTtbiBaTbh AeHbIN, N OHU XOTenu 6bl y4acTBOBaTh B MOA06HbLIX NCCAe40BaHNSAX
He B KayecTBe "MpocTbIX" JOOPOBONbLLEB UM MALMEHTOB, a@ Kak MO/IHOMpPAaBHbIe
napTHepbl.

"MHorve nogn, NpuHABLLME yYacTe B HalleM NpoekTe, onacaroTtcd, 4to nx AHK,
NoXepTBOBaHHAasA BO 6/1aro Hayku, MoXeT 6bITb MCNO/Ib30BaHa YacTHbIMU
KOMMNaHUAMUN ANA CO34aHUSA NeKapCTB, KOTOPbIMW OHW CaMU HE CMOTYT
BOCMO/Ib30BaTbCS 113-3@ X CBEPXBbICOKOW LieHbl. COOTBETCTBEHHO, OHU XOTeNn bbl
NONyYnTb BO3MOXHOCTb BOCMO/Ib30BaTbCA UMW B OOMeH Ha CBOW reHOM", —
pacckasblBaeT COLMOIOT.

Bonpocbl 3TUKN

"OAVH N3 caMbIX rMaBHbIX BONPOCOB B JaHHOM OTHOLLEHWWN — KTO Ha CaMOM Jene
ABNSETCA Bnaje/ibLeM reHoOMHbIX JaHHbIX. EC cMOTpeTh Ha 3Ty cUTyauuto

C NO31LMK BPUTAHCKOro NMpaga, TO Noc/e TOro, kak Yyenosek nepegaet obpasey AHK
y4YeHOoMy, NocefHNI CTAaHOBUTCA ero Brajenbuem. NonyyaeTtcs, 4To Yenosek

He MeeT HMKaKoro KOHTpons Hag csoen AHK v reHOMOM nocsie Toro, Kak ero
pacwmnopyeT nam nyumT reHetuk. C 4pyrori CTOPOHbI, C MOPaJibHO-3TUYECKON
CTOPOHbI YeNoBeK JO/IKEH MMeTb NMPaBo 3HaTb U YNPaBAATb TeM, Kak U rae
NCMNONb3YHTCA 3TU JaHHbIe", — npogonxaeT MUAANTOH.
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Kak cumTaeT coumonor, 3Ty npobaemMy MOXHO peLUnTb TO/IbKO B TOM C/lyyae, ec/n
npaBW/ia NCNONb30BaHNA 1 06MeHa reHeTUYecko nHGopmaumen 6yayTt
CTaHAAPTU3NPOBAaHbI Ha r06aNbHOM YpPOBHe.

Ans peanvzaumm 3Ton 3a4a4m yueHble-eAMHOMbILLIEHHWKN 13 Pa3HbIX CTPaH MMPa
CO3Janu yeTbipe roga Hasaz Hekommepyeckyro opraHmsauyuno GA4GH (Global Alliance
for Genomics and Health) — mexayHapoAHyt0 CTPYKTYpY, MPU3BaHHYHO BblpaboTaTb
CTaHAAPTbl 1 NPaBWaa Urpbl B MYPE reHOMHbIX UCCNeL0BaHUI U MeANLIMHbI. Ha
CerofHs K reHOMHOMY anbsHCY MPUCOeANHNAOCE boslee YeTbipex CoTeH
KOMMepUYeCcKnX 1 rocyapCTBEHHbIX OPraHM3aLmii N OKOJIO ThICAYN NHAMBUAYANbHbIX
yueHblIx 13 70 cTpaH.

\‘ ¥ ___F,-,.—— N\ Bnactu CLUA 3anpeTunm yacTHoii GrpMe paclunmbpoBKy reHoma
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OaHa 13 npobaeM, KOTOPYH cenvac NblTaeTcs peLlmnTb 3Ta OpraHu3anus, — Bonpoc
A0CTyna N o6MeHa reHOMHbIMU AaHHbIMY, KOTOpPble 6bIIV U3HaYaNbHO
npejHa3HayeHbl 419 N3yYeHs TONbKO onpejesieHHbIX 601e3Hel 1 reHoB. YacTb
yYeHbIX Nonaraet, YTo NoA06HbIM MOAX0A MeLLaeT Hay4YHOMY nporpeccy, a gpyrue
cUMTaloT ero 6osiee ONTUMAaJIbHbIM C TOUKW 3PEHNS 3aLLNTbI MPaB v IMYHOCTH
AoHopos AHK.

Apyras npobnema, kak otMeTUna MUAANTOH, 3aK/HOYAEeTCA B ONpejeneHHOM pUCKe:
camble KpyrnHble KOMMaHWM 1 OpraHn3aLmm, 3aHMMatoLLMecsi FeHOMHbIMMU
nccnesoBaHVISIMUM, MOTYT NCMO/Ib30BaTb CBOV PECYPChI U BAVSIHME A5 TOTO, YTO6bI
caenatb 3TV CTaHAAPTbI "yA06HbIMU" ANs cebsi, He 3a60TACL 0 6€30MaCHOCTM CBOUX
KANEHTOB UMW 3TUYHOCTU UCNONb30BaHUSA AaHHbIX.

YuactHukn GA4GH, no ee choBawm, MbITalOTCA UTPaTb CErOAHA Ha onepexeHue

N BblpabaTbIBAOT CTAHAAPTLI C y4eTOM MOAOOHbLIX CLeHapreB, aHanory KOTOPbIX yxXe
BO3HMKaNM B UCTOPUM Pa3BUTUA NMHTEPHETA, Korga komnaHum Microsoft n Google
MbITaNCb HaBA3bIBAaTb CBOW COBCTBEHHbIE BeH-CTaHAAPThI, MONb3YsCb GakTN4eCcKomn
MOHOMONVEN Ha pbiHKe bpay3epos.

"Kpaxa JHK — no kpaiHei mepe, B BennkobpntaHum — ABASETCA NPeCcTyrnieHneM.
Y Hac yxe eCTb 3aKOHbI, KOTOPbIe HAaNPSMYHO 3arpeLLaroT CTPAaxXOBbIM KOMMaHUSAM
MCNONb30BaTh AaHHblE FTEHOMHbIX MCCNeA0BaHNIA A5 TOTO, YTOObI ONpesensTb
CTOMMOCTb CTPAxXOBKW. MNoxoXme 3aKoHbl eCTb U B APYrux CTpaHax, 1 cemyac
paccMaTpuBaeTCs BO3MOXHOCTb UX YXKecToueHus", — rnpogoskaet MuaanToH.
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YueHble n3 CLLUA BnepBble ycnewHo "nounHmamn” AHK B
yesioBeYeCcKoOM 3M6pPUOHE

Bo3HwuKaeT BOMpPOC: Kak onpeaennTb, eraseH Uam HeneraneH ToT WA MHOM obpaseL,
JHK? Kak o6bsacHaeT MUaanToH, ecnm YesioBek He 3Has, YTO ero reHom bbin
NpPOCeKBEHVPOBaH KakOW-TO KOMMaHuen nnbo opraHmsaLmein Uam 4To yxe
pacwundpoBaHHasa AHK 6bina ncnonb3oBaHa 6e3 ero BeoMa, TO TOr4a OH MeeT
NpaBo NOAAaTb B CYA B TeX CTPaHaX, B KOTOPbLIX MPUHATLI COOTBETCTBYHOLLME 3aKOHbI.

BpuTaHckue yyeHble B Poccuun

3auem bpuTaHCKMe nccnegoBaTen NPOBOAAT NOAOOHbIE ncciefoBaHua B Poccun,
3apyymBLLNCE NOALEPXKOM PoccmMinckoro obLectBa MeguLMHCKUX FeHETUKOB,

a TakKe reHeTmkos 13 ®reQy AMNO PMAHIMO n ®TEHY "MeaunKo-reHeTnyeckuii
Hay4HbIV LeHTp" B MockBe?

Kak oTmMeuaeT MmnaanToH, CpaBHEHWE PE3Y/IbTATOB I'IOAO6HbIX ornpocos,
npoBeAeHHbIX KeM6pI/I,D,)KCKI/IMI/I YYeHbIMUN B APYTNX TrOoCyAapCTBaX, NOKa3bIBa€T, UTO
NIOAN N3 PAa3HbIX KYbTYP U CTPaH MOTYT COBepPLUEHHO MO-pPpa3HOMY OTHOCUTbLCA

K rlpo6neMe 3alTbl TEHOMHbIX AAdHHBbIX.

YyeHblii: B "Mudonornsaumm" MO BuHoBaTbl 1 CMU, 1

| — - NONNTUKIN

R I
>

"lMoka s He MOry H14Yero npeAckasaTb Hac4YeT TOro, Kak pe3y/bTaTbl POCCUACKON
YaCTW HaLLero NpoekTa byayT OT/INYATLCA OT UTOrOB APYrX ONpocoB. [ToaTomy,
COBCTBEHHO, OH U ABASIETCA MHTEPECHbIM A1 Hac. Bce Halm nccnesoBaHNs paHbLue
NPOBOAWINCE B @HIIOFOBOPALLMX CTPAHAX, Y HaM 6b1710 6bl UHTEPEeCHO YC/blLLaTb
MHEeHUS Ntoei, NpeAcTaBNALLNX Apyrve KYybTypbl U FOBOPSALLMX Ha APYroM s3blKe,
N MOHATL, B YEM NX MHEHUNSA CXOXW, YEM 1 MOYEMY OHU OTINYaOTCA. Mbl Takxke
NnaaHMpyeM NpoBecTy NoAobHble ncciefoBaHUsA B Kntae n psage apyrux ctpaH
A3nn", — 3akro4aeT CoLMOoOr.

16 125
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KOMMEHTUPOBATb

PNA HAYKA

#KeM6pUAKCKUN yHUBepcuTeT #BenukobputaHua #Poccus
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KOMMEHTAPUN

21 nonb3oBaTesib OCTaBUIN 29 KOMMEHTapueB

nonynAapPHbIE KOMMEHTAPUN BCE KOMMEHTAPUWU

Yury Evdokimov

Nx 03a604EHHOCTb MOHATHA. Y>Ke CTano O4YeBUAHbIM YLLIEPOHOCTbL eBPONencKmnx
ranaorpynn, BeixoaLes 13 AQpurKn - C OrpOMHbIMU MpobieMaMn YMCTBEHHOTO U
$r3mMyeckoro passuTusA. VI oHM onsaTb TPeBYIOT CKPbITb MHPOPMALINIO, KTO eCTb KTO. OnsThb
OKO/I0PAaCUCTCKME TeMbI, KaK MOHANN KOTAa TO, UTO apuUICKme A3bIKN - MPOV3BOAHbIE A3bIKA
O4HOro poja, MOTOMKM KTOPOro apun 1 pPycChbl, U BO3HWKJIO NOHATVE VIHAO0-eBponenckme
A3blkK)) Cenyac yxke NOHATHO, YTOo, KpoMe rannorpynnel R1a HUKTO HUYETO HUKOTAA He
1n306pen, N03TOMy OHU Ne3yT B Poccuto, rae 3Toro posa - 601bLWMHCTBO My>X4rH. HALLIE
MHEHWE AOJTXHO BbITb MPOCTbBIM - Mbl AOJTXXHbI BUAETb, KTO ECTb KTO.

11:38 05.08.2017 38
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HacueT 3TOro He 3rato, @ BOT KOra reHOMbl OHU U3y4Yann Ha TeppuTopun P®, To BnoiHe
MOT/IN UCMONb30BaTh 3Ty MHOPMaLMIO ANa pa3paboTky n3bnpaTensHoro
61010rNYeCcKoro opyXxus.
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BbuTBa, KoTopyto Poccusa XuTtenbHuubl AmKupa B MockBe HeKOMY ciaBaTbhCA,
npourpbiBaeT: 3HaK NpoTecTa BbILLIN Ha Aa>ke ecsi OHa 3axo4eT
no6eanTensiM He CTOUT NAsHK B GUKNHN

papoBaTbcA
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YKpaunHckoe ceno aoenaet B MonbLue pacckasanum, Ha NyTuH nospapasnn Copuio
ropop: o HOBOM 3aHATUMN KaKunx ycnosumsax 6yayr PoTapy c to6uneem

Aans meprteoro "AHTOHOBa" nokynaTb rasy CLLUA
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21:21 06.08.2017 09:31 07.08.2017 Yrapawi no ¢oto: Poccmsa
MwH3Hepro YKpauHbl MwuH}uH pa3paboTan unun sarpaHuya?
npeaynpeanno o nonpaBKU K 3aKOHY 06 PeKnama

BO3MOXXHbIX Npo6semax c OCArIO gns 3awmThbl

TPaH3UTOM rasa BoAuTENnen
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YTo0 yueHble 06Hapy>kuim Ha aHe CeBepHOro Bnagnmwup MNyTuH pewnn cyabby Tena

NepoBuToro okeaHa ($oTo) JleHuHa

MuHo60poHbI Poccumn cpopmupoBano HoBbIi NOBOPOT B UCTOPUU C
«AuBU3MI0 21-ro BeKa» PacKpMTUKOBaHHbIM Ha YKpaviHe NUJ10TOM-
repoem

MakkeiH npurposun MNyTunHyY pacnnaTtoi YT0 amepuKaHL,bl 06Hapy>kunu Ha JlyHe:
YHUKanbHble Kagpbl nonanu B CeTb

HOBOCTU ABTOPbI CMELLMPOEKTDI MHOBELLAHUE MPECC-LEEHTP KITMEHTAM OE
naBHOe ObuectBo Cnpasku doTo
MonunTrka KynbTypa AHOHCbI NH$orpaduka
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