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BerynurenbHoe ¢J10BO

I'eHoMHBIE HCCIEOBaHUS CErOHS Pa3BUBAIOTCS OecrpeneaeHTHbI-
mu temnamu ¢ 2003 1. M ecan n3Ha4aibHO JUIsl CEKBEHUPOBAHUS T'€HO-
Ma norpedoBanock 2 000 mcciaemoBaTeneit, 5 et u 3 MuUTHapaa TOJ-
napoB CIIIA, To ceromHs To MOXET CAeNaTh UCCIEA0BATENb B TEUEHUE
HECKOJIbKMX YacOB 3a Iapy COTEH AOIapoB. BaHKM TeHeTHYecKux
JAaHHBIX PACTYyT, HEKOTOpPBIE CTPaHBl MMEIOT BHIOOPOYHBIE T'€HETHYE-
CKHE JaHHBIE IPAKTUYECKH Bcero HaceneHus. CyIecTBYIOT MpPOEKTHI
[0 CEKBEHMPOBAHUIO MOJHOTO T€HOMA, KOTOPbIE MTPOBOIATCSA HA MEX-
TYHapOIHOM YpOBHE KaK B YaCTHOM, TaK U B FOCYJapCTBEHHOM CEK-
Tope. DTO TaKhe MPOEKTHI, KaK MOJHOE CEKBEHHUPOBAaHNE F€HOMA IBYX
MUJIJTMOHOB JIIOJIeH, KOTOpbIE MPOBOIATCS (apManeBTHIECKOH KOM-
maHueil Astra Zeneca (B ToM umcie u B Poccum); CeKBEeHHpOBaHUE
renoma 1 mMummona venosek u3 CIIHA u 500 000 u3 Benukobpura-
HUH, TIl¢ TeHETHUYEeCKHE AaHHble OyAyT aHaIU3UPOBATHCS BMECTE C
MEAWLMHCKUMHU MOKa3aTeJIIMU U CBEACHUAMHU 00 oOpase xu3Hu. MH-
(dbopManys O MOJHBIX TeHOMHBIX TPOQMIAX CTAHOBUTCS O0IIEIOCTYTI-
Hol. Okupaercs, 4To B Onmxaiimem Oyaymem cexkBenuposanue JHK
(onpezneneHue MOIHOTO T'eHETHYECKOro mpoduis denoBeka) Oyxaer
JOCTYITHO JIsI BCEX.

W3 reHeTmdeckux AAaHHBIX YEIOBEKA MOXKHO H3BJIEYb IOCTOSHHO
BO3PACTAIONIMH 00BEM MPOrHOCTHYECKOM HMH(POPMALMK MPAKTHYECKU
10 BCEM MHAMBHUAYAJIBHBIM XapaKTEpUCTHKaM denoBeka. ['eHbl cocTaB-
JSI0T B cpenHeM okoio 50% MHAMBUAYalbHBIX pa3nuuuii. Tak, ObuH
uaeHTuuuuposansl 6onee 40 HE3aBUCUMBIX T€HETHYECKUX MapKEPOB,
BIMAIONINX Ha MPOSBIEHUE arpecCUBHOrO MoOBencHMs; 187 He3zaBHCH-
MBIX TEHETHYECKHX MapKEpOB, CBA3aHHBIX C MHTEIUIEKTOM (MHTEIIEKT
Ha 80% Hacnenyem); 17 MapkepoB AEMpPECCHH, KOTOPBIE OMPEACIEHHO
CBSI3aHBI C TpeMs THIIAMU JETPECCHH; ObUIM TAaKKE BBISBICHBI I'CHBI-
Hocutenu Myrtanmu BRCAI, yBennumBaromeil puck pas3BUTHS paka
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MOJIOYHOM >Kene3bl mpuMepHo 10 80% (IpOTUB CpeaHero moKazaTesns —
12-18%)'.

Kpome 3Toro, remernueckasi AaHHbIC, MONyYEHHbIE B JIOOOH MO-
MEHT >KM3HH, UMEIOT MOKU3HEHHYIO ¥ BO3pacTaloIyl0 LEHHOCTb, I0-
ckonbky kox JIHK He MeHsercs B TedeHue nepuoaa KU3HU YEIOBEKa.
OTO O3HayYaer, YTO HApYyIIEHHS KOH(QUACHIMAIBLHOCTU TAaKHUX CBeEIe-
HUM, COBEPIIEHHBIE CErOHSA, MOT'YT MOBJIEUb JAJIbHEHIINE HAPYILIECHHS
IIpaB 4YeJIoBeKa B TEUEHME Bcel xu3Hu. Hanmpumep, BO3MOXKHO, 4TO re-
HETUYECKUE JaHHBIE OKaXYTCs B PYKax JIHI], KOTOPBIE CMOTYT 3JI0YIIO-
TpeOUTh HMMH, JIMOO HCIONB30BATh B IUCKPUMHHALMOHHBIX IIEIAX
(KpenuTHBIC W CTPaxOBble KOMIAHUH, pabOTOHATENH, Pa3BeACTYKObI)
WJIM BOIIPEKU MHTEpEcaM U / MU JKeNaHHUIO YeloBeKa (B MEIUIMHE, IPU
TCHETHYECKOM pelaKTUPOBAaHUH, B IUIAHUPOBAHUH CEMbU).

B obmiectBe cymiecTByeT 3HaUMTENbHAS HACTOPOXKEHHOCTh TI0 OTHOILIE-
HUIO K T€HOMHBIM HCCIIEAOBAHMSIM, HCIOIB30BAHUIO UX PE3yIbTaToB. 3Ha-
YUTENIbHAS 03a004YEHHOCTH I10 TOBOAY NPHUMEHEHHS TeHETHYECKUX 3HAHUN
BBICKA3bIBACTCS KaK MOMUTHKAMH, TaK W YaCTHBIMH Jmuamu. Jlroboe 3o-
yrnoTpebieHre, JOMyIEHHOE MPU MPOBENCHUN TeHOMHBIX HMCCIIEIOBAHUN
WM B XOJIE MCIOb30BaHMUsI NX PE3YNbTAaTOB, CHOCOOHO HAHECTH HEBOCIION-
HHUMBIA Bpel] HE TOJBKO JIFOMISM, OOLIECTBY, HO M TEHETUUECKOM Hayke, ee
JalbHEHIIeMy pa3BUTHIO B IMyOIMYHBIX HHTEpecax. B aToil cutyarmm pery-
JIMPOBAHKE MOPSAAKA OCYIIIECTBICHUS] TEHOMHBIX MCCIIEN0BAHHM, HCIIOIb30-
BaHUS UX Pe3yIbTaTOB, IPABOBOTO MONOKEHHS YIACTHUKOB TEHOMHBIX HC-
CIIEZIOBAHMI, YeTKas perylaMEHTalus MOITydeHHs], XpPaHEH!Us], UCIOJIb30Ba-
HUS TEHEeTUYECKHX IAaHHBIX CTAM KpailHe HEOOXOIMMBIMH [UIS 3aIUUTHI
MHTEPEcoB (PU3MUIECKUX JIULI, 00LIECTBa, TOCYAapCTBa U HAYYHOTO 3HAHUS.

MupoBoe COOOIIECTBO NBITAETCS BHIPA0OTATh OPHUEHTHPHI IS
HaIlMOHAJIBbHOI'O 3aKOHOAATENS B YaCTH pErylaMEHTAalli T€HOMHBIX HC-
cienoBaHuil U mpakTuky ux npumenenus. Tak, OOH nu FOHECKO 06sb1-
71 npuHATH: BceoOmiast nexkiaapanysi 0 TeHOME 4elloBeKa M O IpaBax
yenoBeka ot 11 HosOpst 1997 r.; Mexaynaponuas nexiapauus OOH o

! Selita F. HempaBoMepHOE HCIIONB30BAHAE THETHUECKHX IAHHBIX: PUCK VIS OC-
HOBHBIX TIPaB YesioBeKa B pa3BuThix crpanax // Legal Issues. Vol. 7 (1). P. 53-95.
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TeHETHYECKUX JAaHHBIX 4yeroBeka oT 16 okTsaops 2003 r.; [deknapanus
OOH o xnonupoBanuu genoBeka ot 08 mapra 2005 r.; BeeoOmmas ne-
KJapanus 0 OMo3TUKe U IpaBax 4enoBeka ot 19 okrsaops 2005 T.

B 1997 r. Obuta npunsita EBponeiickasi KOHBEHLHSI O 3aIlUTE MPaB U
JOCTOMHCTBA YeJIOBEKa B CBSI3H C IPUMEHEHHEM JTOCTHXKEHUH OHOIoriuy 1
MequiHbl (KoHBeHIMs O mpaBax yenoBeka W OmomenuimHe, OBbEZO).
JlaHHBIM JOKYMEHTOM 3arperieHa 1odas ¢popmMa TUCKPUMHHALUKN B OT-
HOIIEHUH JIMIA [0 NPU3HAKY €r0 FTeHETHYECKOTO HACIEANs, 3aKPEIUIEHO,
YTO TEHETHUYECKOE TECTUPOBAHUE MOXKET MTPOBOJUTHCS MCKIIOUUTENBHO B
MEIUIMHCKUX WM HayYHBIX LEAX, OTPAaHUYEHO BMEIIATENBCTBO B TEHOM
YeIoBeKa, 3alpelieHO CO3AaHne SMOPHOHOB YelIOBEKa B MCCIICAOBATENb-
CKMX LIEJISIX, PEIyCMOTPEHBI MIpaBa JIMII, BBICTYMAIOINX B Ka4eCTBE HC-
MBITYEMBIX IPU TEHETUYECKHX HCCIenoBaHusAX. OTy KoHBeHIMIo Ha
HaCTOALIMH MOMEHT patuduimpoBanmu 29 rocynapcts — wieHoB CoBera
EBponbl. B HacTosimee BpeMs SIBISIETCS aKTyalbHBIM BOIPOC O BO3MOXK-
HOCTH U HeoOxoxumocTH npucoenunenns PO k nanxoit Konsenmu. [pu
9TOM TIEPEN POCCHUMCKOM FOPUINYECKOM HAYKOM CTOAT CEpbE3HBIE IMPO-
0J1eMbl, CBsI3aHHBIE C HEOOXOIMMOCTBIO YSICHEHHsI CYIIECTBA MEXKAyHa-
POIHBIX 00513aTENBCTB rOCyIapCTBa, MOAMUCABILErO JaHHYI0 KoHBeHIwIo,
aJIeKBaTHOT'O BOCIIPHATHS UX IOPHIMIECKOM HAyKOH (B TOM 4HCIIE C y4e-
TOoM yxxe umeromieiics B PO npaBoBoii periaMeHTanny OMOMEIULIMHBEL U
TEHOMHBIX HCCJIEAOBAHHUIN), BBIICHEHHS BO3MOXKHOCTH «BCTPAaUBAHUSD»
HOpM KOHBEHITNM B TKaHb OTE€UECTBEHHOMN NPABOBON JOKTPHHBL.

Bo MHOrux rocygapcTBax CyIIECTBYET MPaKTHKA IO 3aKOHOAATEIBHO-
MY PEryJHpOBaHHIO FEHOMHBIX MCCIEAOBAHUI M UX PE3yNbTaToB. Tak, B
2016 . B EBpormeiickom coro3e Obputn ipuHsATH «Pexomennanmm Komurera
Mumnuctpo EC rocymapcrBam-unieHaM 00 HCCIEIOBaHUAX OHOIOruye-
CKMX MATEPHAJIOB YeIOBEUECKOro mponcxoxaenus 2016 romay'.

B 2018 r. mpunsaT OOmmii perimaMeHT Mo 3alluTe NaHHBIX, B KOTO-
POM MIPaBOBOW PEXUM MEPCOHATBHBIX JAHHBIX OBLI PacHpoCTpaHEeH Ha

! Recommendation CM/Rec(2016)6 of the Committee of Ministers to member
States on research on biological materials of human. URL: https://search.coe.int/cm/
Pages/result_details.aspx?Objectld=090000168064e8ff (access date: 07.01.2022).
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TEHETUYECKHE TaHHBIE, U TEHETUYECKUE JAHHBIE TEMEPh OMPENEIAIOTCS
KaK «II€PCOHAJIBHBIE aHHBIE, OTHOCAILMECS K YHACJICAOBAaHHBIM WIIN
NPHOOPETEHHBIM T'€HETHYECKUM XapaKTEPUCTHKAM YeJI0BEKa, KOTOphIE
MPEAOCTABISIIOT YHUKAIBHYIO HH(POPMALIKIO O (PU3HOIIOTHH WU COCTO-
STHUM 30pOBbSI 3TOrO YEJIOBEKAa M TOIYYEHBl IpPHU aHAJIM3€ COOTBET-
CTBYIOIIEr0 GHOIOrHueckoro o0pasua»'. Ha3BaHHBIE aKTHI JETANBHO
PErIaMEHTUPYIOT HCCIENOBAHMS, NPOBOAVMBIE C HCIOJIB30BAHUEM
OMONIOTMYECKUX MAaTepUalIOB YEIOBEYECKOrO MPOUCXOKICHUS W HH-
(dopmanueii, N3BIEKaeMOil U3 HUX, B YACTHOCTH, yCTAHABIMBAIOT: Tpe-
0oBaHMA K CyOBEKTaM, HMEIOINM IPaBO IMPOBOIUTH TAKHE UCCIIENOBA-
HUS; TpaBa JWL, MPEAOCTABHUBIIMX CBOM OHMONOTMYECKH MaTepual,
COOTBETCTBEHHO, JaHHBIC O cebe U CBOMX POJACTBEHHHUKAX; JOCTYIH Tpe-
TBUX JIMI] K OMoMaTepuagaM U AaHHBIM; MEPCIEKTUBBI KOMMEPUYECKOT0
WCTIOJIb30BaHMsI OMOMAaTEpHAalioB U JAHHBIX U T.J.

Poccust oTHOCHTENBPHO HEJABHO MPHILIA K OCO3HAHUIO HEOOXOIH-
MOCTH 3aKOHOJATENbHOIO PETyIMPOBAaHNUS OOLIECTBEHHBIX OTHOLICHUH,
BO3HHKAIOIIMX IO OBOAY I'CHOMHBIX MccieqoBaHuii. O0 3ToM cBule-
TENbCTBYIOT, B yacTHOCTH, [locnanue [Ipesunenta PO denepansHoMy
Cob6panuto PO or 20.02.2019, Yka3 Ilpesupenta PO or 28.11.2018
Ne 680 «O pa3BUTHM TeHETHMUECKUX TeXHONOrHi B Poccuiickoit dene-
pauun», IlocranoBnenue IlpaButensctBa P or 22.04.2019 Ne 479
«O06 yrBepxkneann dDenepa’dbHOM HAyYHO-TEXHUYECKOM MPOrpaMMbl
pa3BUTHA TeHeTHdecKnux TexHonoruil Ha 2019-2027 romel». Bo Bcex
MEepEYNCIEHHBIX TOKYMEHTaX OTMeJaercs 3ajada yCKOPEHHOTO Pa3BU-
THSA TEHETHYECKUX TEXHOJOTHH, B TOM YHCIIE TEXHOJIOTMH TE€HETHYe-
CKOr0 peJaKTUPOBaHUA, U CO3JaHHE HAYYHO-TEXHOJIOTMYECKUX 3ale-
JIOB AJI1 MEOULIVHBI, CEIBCKOI0 X03SMCTBAa M MPOMBILIUIEHHOCTH, a TaK-
K€ COBEPIICHCTBOBAHHE MEp NMPEAYNPEXKACHUS YpE3BBIYAHBIX CUTYya-

! Regulation (EU) 2016/679 of the European Parliament and of the Council of
27 April 2016 on the protection of natural persons with regard to the processing of per-
sonal data and on the free movement of such data, and repealing Directive 95/46/EC
(General Data Protection Regulation). URL: https:/eur-lex.europa.cu/legal-
content/EN/TXT/PDF/?uri=CELEX:32016R0679 (access date: 07.01.2022).
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LU OMOJIOrMYECKOro XapaKkrepa U KOHTPois B 3Toi obnmactu. OxHako 6e3
JOJDKHOTO BHUMAHHMS B 3THX JOKYMEHTaX OCTaBaIMCh BOIIPOCHI IIPABOBO-
IO PEryJIMpOBaHMs COOTBEICTBYIOUIMX OTHOLIeHHH. Jlumb HemaBHO Ilpe-
3uzeHT P® mo uroram coBermaHus O BOIIPOCaM Pa3BUTHS TEHETUUECKUX
TEXHOJOrui, cocrosBerocst 17 HostOpst 2021 r., nan nopyuenue [Ipasu-
TenbeTBY PD paccMoTpeTh BOpoc 0 HEOOXOIMMOCTH BHECEHHS B 3aKOHO-
natenbcTBO PO n3MeHeHni, Kacalommxcsl YCTAHOBIICHHUS MOpsiIKa CO37a-
HUS, BEICHUS U WCIONb30BaHUS KOJUICKLUMH T'€HETHYECKHX PECypcoB, a
TaKoKe JeATeNIbHOCTH OHMOPECYPCHBIX LIGHTPOB, a TaKKe H3MEHCHHH,
HalpaBJICHHBIX HAa COBEPIICHCTBOBAaHHME (DYHKIMOHMPOBAHHUS HH(OpMA-
LHOHHO-aHATUTUYECKON CHUCTEMbI XpaHEHHH M 00paOOTKH T'€HETHYECKHX
naHHbIX «HamyonansHas 6a3a reHeTHueckoil HEQOPMALMI U mp.'

B cnoxuBIIMXCSI MPABOBBIX YCJIOBUSAX INPEICTABICHHBIA COOpPHUK,
cofiepKalllMii HayYHbIE CTaThU MO aKTyaJbHBIM MPOOJIeMaM MPaBOBOTO
PEryaMpOBaHUsl TEHOMHBIX HCCIENOBAHUN U PE3YNbTAaTOB MX HCIONb-
30BaHMs B Poccuu, sBAsieTCsl MOICIOPbEM B OCMBICTICHHH OTEYECTBEH-
HOT'O 3aKOHOJATENbCTBA B YaCTH MPABOBOI'O PErYIMPOBAHUS TAaKUX OT-
HOLICHUH, ONPEAETICHUH NEPCIEKTUB €ro Pa3BUTHS, a TAKKE IMPAKTHKU
NpUMEHEHHUs. ABTOpaMH CTaTell SIBISIIOTCS ydEHbIe-CIICIHATICTHI, KO-
TOPBIM YIAJIOCh C Pa3HBIX acleKTOB MOAPOOHO M MpoeCCHOHATIBHO
PaCKpBITh CYIIECTBYIOLIME MPOOJIEMbl B aHAJIM3UPYEMOil cdepe, myTH
WX pElIeHUs] W TPYOHOCTH NpaBopean3alid HEKOTOPHIX 3aKOHOIa-
TENBHBIX TTOJIOKEHUH.

Beipakato Hamexmy, YTO JaHHBIA COOPHMK HAay4HBIX CTATEH CTAHET
00BEKTOM JMCKYCCUM M UMITYJIECOM JUTSl HOBBIX Hay4YHBIX MCCIEIOBAHHH.

O.U. Anopeesa, NOKTOp IOPUINUECKUX HAYK,
aupektop FOpuanueckoro HHCTUTYTa
HarmmonanbsHOro nccienoBaTenbcKoro

ToMcKkoro rocynapcTBEHHOTO YHHUBEPCUTETA

! [epeuens mopydeHuii MO HTOraM COBEIIAHHS 110 BONPOCAM PA3BHTHS [EHETHHC-
ckux texuomoruit. URL: http://kremlin.ru/acts/assignments/orders/67630 (mara obpa-
menust: 26.01.2022).



