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MNMocne pacwmndpoBKU reHoMa YesloBeKa No BCEMY MUPY cTana
aKTUBHO pa3BMBaTbCHA reHOMHasi MeAuLKnHa. B cBA3M ¢ 9TUM BCTan
BOMPOC O COXPAaHHOCTU rEHETUYECKOMN MHbOPMALIUM 1 BO3MOXKHOM
ee UCMNoJib30BaHuK, B TOM Ynclie B KOMMepYeckux Lensax. MNMoka
MeXaHWU3Mbl PEryIMpoBaHUS 3TUX NPOLECCOB He CHOPMUPOBAHDI.
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MoHMMas BaXKHOCTb NPObHeMbl, MMPOBOE Hay4YHOe COOOLLECTBO
03a60TUN0Ch ee pelleHreM. B 2016 rogy HEKOMMEPYECKOWM opraHm3aumnen
MexayHapoaHbIi1 anbsaHC Mo reHoOMMKe 1 3apaBooxpaHeHnto (GA4GH)
KEMOPUIKCKMM Hay4HO-UccneaoBaTeNbckum LeHTpom Wellcome Genome
Campus (Benukobputanms) 6b11 MHULMMPOBAH MEX/YHAPOAHbI
MCCneaoBaTeNbCKMA MPOEKT MO U3YYEHNHO OBLLIECTBEHHOIO MHEHNSA 06
06paboTKe 1 3aluTe reHeTnu4eckom nHhopmaumm nrogen Your DNA Your Say
(«Balln reHbl — BaM peLlaTby).

Mo cnoBam MHMUMATOPa 1 PYKOBOAWUTENSA MCCNeoBaHUsA JOKTOPa AHHbI
MuaantoH (Anna Middleton) 13 Wellcome Genome Campus, «3TO O4YeHb
aMOULIMO3HbIN MPOEKT, LieSlb KOTOPOro - C60P MHEHMWS NIHOe CO BCEro Mupa.
OH MMEeET KonoccasbHOe 3Ha4YeHNe, Tak Kak CyLLIECTBYET psif] BaXKHbIX
3TUYECKMX, MPABOBbIX 1 COLMaNbHbIX BOMPOCOB, KacaroLLMXCst nepefayn
FEHOMHbIX JaHHbIX. 9T BONPOCHI TPEBYHOT MOyYeHMs YETKOro
OOLLECTBEHHOrO MHEHWA ANA X PELLEHNS». W 9TO COBEPLLEHHO BEPHO,
MOCKOJbKY PerympoBaHue NpoLIECCOB, CBA3AHHbIX C MOyYeHMEM,
XPaHEHNEM 1 UCMONb30BaHNEM FrEHETUYECKOM MHMOPMALINK, [OMXKHO
OCHOBbIBATbLCS MPEX /e BCEro Ha MHEHUAX W NPEANOYTEHMSAX HOAEN — MO
CYTM, NepBOHaYasibHbIX MICTOYHMKAX 1 BNafenbliax aTo MHhopmaLmm.

ABTOPbI NPOEKTa XOTAT YC/bILLAaTh OTBETbI NALMEHTOB U YIEHOB X CEMEN,
y4YeHbIX, MEAULIMHCKMX paBOTHUKOB pasHbIX CMELManbHOCTEN, Moaei
pPa3HOro Bo3pacTa 1 nosa, NPOXKMBaOLMX B Pa3HbIX CTpaHax u
NpUHaANEeXaLMX K pa3HbIM HaLMOoHanbHOCTAM. [ocnefHue napameTpbl
OYeHb BaXKHbI, MOCKObKY OMbIT MOKAa3bIBAET, YTO NIHOAM U3 Pa3HbIX KYNbTYp U
CTPaH MOTyT COBEPLLEHHO MO-pasHOMY OTHOCUTBCS K Mpo6remMe 3aLmThbl
FeHOMHbIX JaHHbIX. [POeKT paccynTaH Ha 2 roga.

Mo cnoBam npeacenatens POCCUMICKOro obuiecTBa MeanLMHCKNX FreHETUKOB
(KypvpyeT pOCCUICKYHO YacTb MCCNefoBaHus), 3aMecTUTeNs ANpeKTopa no
Hay4HoW paboTe ®IBHY «Meanko-reHeTU4ecKnin Hay4HbIn LIeHTp» Bepbl
MN>keBCKOM, POCCUINCKME yUEHble K 0O6CY>KAEHNIO MPOEKTa M NepeBOAY ero Ha
PYCCKUI A3bIK NPUCTYNUAN eLle oceHbro 2016 rofa. «Cenvac Mbl
MHMOPMMPYEM NPOMECCHMOHANBHOE COOBLLIECTBO N OObIYHbBIX IKOAEN O ero
3anyckey, - yTO4HWNa oHa.

«[oCKOMbKY BaXHO 3HaTb MHEHME LLIMPOKOro Kpyra 06LEeCTBEHHOCTH,
MNOy4acTBOBATb B ONPOCE CMOXET STHO60M XKenatoLLmii, He3aBUCUMO OT
Bo3pacTa (Ho He MnaALule 14 neT), nona, npodeccuu, poaa 3aHATOCTM U T4,
YyacTme NoIHOCTbH aHOHUMHOE. 3TO HEKOMMEPYECKMIM MPOEKT Ha 611aro
BCEro YefloOBEYECTBaAY, - pa3BuWia TeMy AOLUEHT Kadedpbl MeaNLMHCKOM
FEHETUKM C KyPCOM MpeHaTtanbHon auarHocTnkm ®reoy Ao PMAHMO
MuH3apaBa Poccun EneHa bapaHoBa.

[1aHHbI NPOEKT HOCUT eLlle 1 MPOCBETUTENbCKMIA XapakTep. YTobbI
MOy4acTBOBATb B HEM, HY>KHO MPONTK MO CCbINIKE, MOCMOTPETH
ob6pazoBaTesibHble PUIIbMbI, U3 KOTOPbIX MOXHO Y3HaTb, YTO FEHOMHbIE
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NCMOb30BaHbl, MPUYeEM B Pa3HbIX LiEAX. [locne Ka)agoro (bI/IJ'IbMa MOXHO

OTBETUTb Ha PAL BOMNPOCOB. PECNOHAEHTbI NPUBMIEKAKOTCA C MOMOLLBIO
npoduabHbIX CMW 1 coupmanbHbix CeTel, a Takxe MHPOPMaLMOHHbIX
PacCbINOK MO PasIMYHbIM MEANLIMHCKUM 1 HayYHbIM COOBLLIECTBAM U
y4ebHbIM 3aBeAEHNAM.

Kak nosicHmna noptany Medvestnik.ru Bepa MxxeBckas, cobpaHHble
pesynbTaTbl B NEPBYHO o4epenb 6yayT NPUMeEHATLCS MexxayHapoaHbIM
aNbSHCOM MO reHOMUKE 1 3APaBOOXPAHEHNIO /15 CO3aHUA
pernameHTUPYHLLMX JOKYMEHTOB MO UCMOMb30BAHNIO TEHOMHbIX JaHHbIX.
GA4GH o6beamnHsaeT 6onee 400 yHMBEPCUTETOB, MEANLMHCKNX OPraHn3aLnii,
HaYy4HbIX LLEHTPOB M UCCNeaoBaTeNIbCKNX MHCTUTYTOB MO BCEMY MUPY.
MosToMy paspaboTaHHbIe UM pPernaMeHTUPYHOLLIME AOKYMEHTbI AOIKHbI
6yayT NPUHMMATBLCHA BO BHUMAHME BCEMM YHaCTHMKaMM afbsaHCa.
OXXMAaeTcs, YTO BNNSAHME 3TOr0 NPOEKTa Ha AaNbHelllee pasBuTmne
FEHOMMKN U FTeHETUKM ByAeT KonoccanbHbIM. K TOMy e 3TO noka
eMHCTBEHHbIV NPOEKT B MUPE, KOTOPbIM OLIEHMBAET OOLLIECTBEHHOE MHEHME
MO BOMPOCY KOSIJIEKTUBHOIO NCMOSTb30BaHNSA TEHOMHOM MHMOPMALIMN.
PesynbTaTbl UCCeaoBaHu 6yayT OnyobnnMKoOBaHbl B Hay4YHOM neyatu 1 MoryT
6bITb MCNOMb30BaHbI 4151 Pa3paboTKM PernaMeHTUPYHOLLIMX FreEHETUYECKOe
TECTUPOBaHME JOKYMEHTOB, Hanpumep npodeccnoHanbHbIX pyKoBoACTB. [0
LLUMPOKMX COEB HaCceNeHus oHu 6yayT AOHECeHbI Yeped pasnndHble CMU.

«POCCUINCKNM y4eHbIM 6bINT0 BaXKHO MPUCOEAMHUTHCA K STOMY NPOEKTY, Tak
KaK Korfa MMeeTcs CTaHdapTHasa aHKeTa, MOXHO He TOMTbKO BbISIBUTb
NpeanoYTeHns nroaen B Poccuu, HO 1 CPaBHUTbL UX C @HHbIMWU APYrnx CTPaH,
OLEHNTb BAMUSIHNE KYNBbTYPHbIX, PEUTMO3HbIX 1 APYrX OCOBEHHOCTEN Ha
(HOpPMMUPOBaAHME MHEHNA. 3TO aMBULIMO3HbIN COLManbHbI MPOEKT MO COopy K
CpaBHEHMIO MHpOPMaLMK NO BCEMY MUPY, HO MPK 3TOM Ka)aast CTpaHa
No/y4aeT CBOM pesynbTaTbl U NYGMKYET B pasHom (hopMe B Hay4YHOW nevatu
[NS LUMPOKOro 06CyXaAeHWs», - nocHWNa noptany Medvestnik.ru EneHa
bapaHoBa.

o cnoBam Bepbl keBCckow, nccnegoBaHMe Ha pyCCKOM A3bIKe MiaHupyeTcs
3aBepwunTb A0 kKoHua 2017 roga. MiccnenoBaHne Ha aHMIMACKOM OSIHKHO
3aKOHYMTHbCA Y>Ke OCEHbH. KOHKPETHOM AaTbl OKOHYaHUA r106anbHOro
NpoekTa HeT. ECTb TOIbKO OpneHTUp — 3To KoHell 2018 roga. «CBA3aHO 3TO ¢
TeM, YTO UCCNeJ0OBaHNE Ha KaXXJ0M OTAE/IbHOM S13blKe - 3TO OTAE/bHbIN
NpoeKT. TpebyeTca BpeMs Ha NepeBof, PACNpPOCTPaHEHME ero BHYTPH
CTpaHbl UK CTPaH, rae roBopsAT Ha OAHOM U3 A3bIKOB. /IMTENBHOCTb
MpOeKTa 3aBUCUT TOSIbKO OT TOr0, Kak MHOI0 Nitoaen 6yayT y4acTBOBaTh B
nccnegoBaHum, YTobbl MONYYUTb PENPE3eHTAaTUBHYHO BbIOOPKY. Kaxxaas
CTpaHa peLuaeT 3To AN1s cebsa cama, eAMHOro CTaHaapTa 415 BCeX — HET», -
YyTOYHWIa OHa. Ha JlaHHbI MOMEHT UCCefoBaHne NPOBOANTCS Ha
aHrnminckom (6putaHcknia, CLLA, kaHaacKuiA, aBCTPANNIACKNIA), HEMELIKOM,
(paHLLYy3CKOM, NMOSIbCKOM, MOPTYrasibCKOM, LLBEACKOM, UCNAHOCKOM, XUHAMN,
CEeBEPOKMNTANCKOM, ypay, ANOHCKOM, apabCKOM, UTaNbAHCKOM M PYCCKOM
A3bIKax.
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TAKXKE IO TEME

[MEPCOHbI

17.08.2077 Y4eHble 3aHANUCH
Npo6/1eMO MEXXBUOOBOM
TpaHcnaaHTaumm opraHoB

11.08.2077 lNosaswuncs
S MEKTUBHbBIN MHCTPYMEHT MO
MCNPaBNEHNIO OLLINMOOK B reHax

31.07.2017 AmepunkaHckne BBC
XOTAT OOCKOHAbHO U3Y4YUTb
TKaHW POCCUNCKINX
eBponeonaoBs

27.07.2017 B CLLA npoBenu
nepBOe pefakTnpoBaHue
reHoMa aMbpUOHa YenoBeKa

18.07.2017 MNMauneHTKa
NbITaeTcs B3bICKATb AEHbIM C
TBepcKoro MmHsapaBsa 3a
FeHETUYECKYH ANarHOCTUKY

eHa EBreHbeBHa
bapaHoBa

JIOLEHT Kadeapbl MeaNLMHCKON
FEHETVIKM C KYPCOM MpeHaTanbHOM
aunarHocTukm Greoy Arno PMAHMO
MuH3sapaBa Poccun, K.M.H

a JleoHMOoOBHa
eBCKad

JMPEKTOp Mo Hay4yHoi patoTe PrEHY
«MeONKO-TeHETUYECKNN HayYHbI
LUEeHTp», Npeacenatenb PoOCcCnMnckoro
obLLecTBa MEAULMHCKMX TeHETUKOB,
O.M.H.
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