International Centre for T G
Research in Human
Development

The Accessible Genetics Consortium

MaTtepuanbi

MexxayHapoaHo KoHpepeHuun
«MpaBocyaue B reHOMHYIO U LUPPOBYIO IMOXY»

MEXAYHAPOOAHAA KOH®EPEHUWA MEXAYHAPOAHOIO UEHTPA UCCNEOOBAHUA PA3BUTUA
YE/IOBEKA U KOHCOPUUYMA «0OCTYNMHAA FTEHETUKA»: UUKN «HAYKA U NPABO»

JlaTa mpoBeieHrst KOHPEPECHITUH: 6 CEHTAOPS 2019 rojaa, ToMmckuii
roCyJapCTBEHHBIN YHUBEpCHUTET, Poccus

Opranu3zaTopsl: MexyHapO HBIN IICHTP MCCIIEAOBAHUS PA3BUTHS
yenoBeka (ICRHD), Muctutryr mpaBa u 3THKH

(ILE) u Koncopuuym «JlocTymHas TEeHETHKa»
(TAGC)

OTKprTMe n npusertcrene

FOaus Kosac (Yulia Kovas), npogeccop reHeTnkun u ncuxoioruu

Koudepenuuss Oblla OTKphITAa W TPOBEACHA TMOJA MpeAceNaTeNbCTBOM Mmpodeccopa
10. B. KoBac. IIpodeccop KoBac momuepkHyna Ba)XKHOCTh COBMECTHOW MEXKIUCIUIIIMHAPHOW U
MEXIYHapOAHOH pabOThl TEHETUKOB, IOPUCTOB W YYEHBIX JAPYTUX PENEeBaHTHBIX HAYYHBIX
HampaBiieHud. He Tak JaBHO pas3nMyHbIE YPOBHH BBICHIETO 00pa3oBaHus B cdepe INCUXOJIOTHH B
BenukoOputanumn He mpeaycMaTpuBajid B MporpamMme oOydeHHs MOJIYIU MOBEACHUECKON TeHETHKH.
ITpodeccop KoBac pacckazana o cBoeM OIBITE pa3padOTKH M Pean3alydy OJHOW M3 MEPBBIX TAKUX
nporpamMMm B BenukoOpurtanuu.

Ceroansi OOJIBIIMHCTBO OOpa30BaTENbHBIX MPOrpPaMM BBICHIEr0 oOpa3oBaHus B cdepe
MICUXOJIOTHH WMEIOT MOJYJH, TOCBSIIEHHBIE MOBEIECHYECKOW TEeHETUKE M MOHMMAHUIO CIIOXKHOTO
B3aUMOJICHCTBUS MEXJy TEHETHYeCKUMH U cpeloBeiMU (akTopamu. Ilo wmuenuto HOmum
BnagumupoBHBI, BKIIIOUEHHE JAHHBIX MOJYJEH B Kypc 0OyueHUs JOJKHO MPOU30UTH Takxke B chepax
IOPUCTIPYACHIIUU, OOPa30BAHUS U JIP.



MpurnaweHHbIN cNuKep:

MpaBocyane B reHOMHYIO U UMGPPOBYIO INOXY

datoc Cenura (Fatos Selita)

Kpartkoe conep:xanue gokjajaa

Mgl xuBeM B OBICTPO MEHSIOIIEMCS / «HOBOM» MHUpPE C TOYKH 3pEHMs] 3HAHUU B II€JIOM U, B
YaCTHOCTH, 3HAHHI B 00JIACTH T€HETHKHU U TEXHOJIOTUH. UTOOBI MOHSTH 3HAUEHUE, KOTOPOE 3TU 3HAHUS
UMEIOT a1l cepbl MpaBa, BKIIOYas TO, KaK OHU BIMSIIOT Ha IpaBa JIOAeH, HaM HEO0O0XOIUMO
onpenenuTh: (1) xapakTep réHETUYECKUX JAHHBIX, U KaK OHHM CBS3aHbI C MpaBaMU 4YejioBeKa; (2) Ha
KaKHe acCMeKThl KU3HU JIIOJCH BIMSIOT 3TH JOCTIXKEHUS; U (3) Ha KOTro Takue AOCTHXKEHHs B cdepe
TEHETUKHU CIOCOOHBI BIMATH cedyac U B OyaymeM. Ham Ttakxke HEOOXOOUMO OIEHUTH YpPOBEHBb
MIPaBOBOM 3AIUIIEHHOCTH JIMI, a TaKXE€ PacCMOTPETb BO3MOXKHBIE PEIIECHUS MO0 MHHHUMH3AIUU
COOTBETCTBYIOIIMX PUCKOB KakK JUIsl JIFOJIEH, TaK JIJIsl U HAyYHBIX HICCIICIOBAHHIT .

1. 'eneTH4eckue JaHHbIE MMEIOT Psii 0COOEHHOCTeH, HeCYyIIMX cepbe3Hble MOC/IeJICTBUSA A
cepsl mpasa.

(A) U3 reneTnyecKkux NaHHBIX YEJIOBEKAa MBI MOXKEM HM3BJI€Ub OCCHPELIEIEHTHBIN U MOCTOSHHO
BO3paCTaIINUNA 00BEM MPOTrHOCTUYECKOW HHGOpPMAIMU MPAKTUYECKH IO BCEM HWHAMBHAYATIbHBIM
XapaKTEePHCTHKAM J4eoBeKa’. ['eHbI COCTABISIOT B CPEIHEM OKOJIO 50% HHIMBH/IYaIbHBIX PA3IIHUHIA .
Hanpumep, Obutn uaentuduuupoBansl 6osee 40 He3aBUCUMBIX TEHETHUECKUX MApPKEPOB, BIUSIOIINX
Ha MPOSIBIICHAE arPECCHBHOTO MOBEICHUS ; 187 HE3aBHCHMBIX T€HETHUCCKHX MapKEPOB, CBS3AHHBIX C
MHTEIUIEKTOM (MHTEIUTeKT Ha 80% Hacimemyem)®; 17 MapKepoB ACIPECCHH, KOTODBIC ONPEICTCHHO
CBSI3HBI C TPEMsI THIIAMH JCTIPECCHI’; OBUIM TAKXKE BBISBICHBI TGHBI - HOCHTENH MyTamuu BRCAL,
YBEJIMYMBAIOIICH DPUCK DPa3BUTHs paka MOJOYHOW kese3bl mpumepHo 1m0 80 mpoieHTOB (MpOTHUB
cpexHero mokasarens - 12-18 mporenros)’.

(B) AHOHMMH3UPOBAaHHbIE T'€HETHMYECKHWE MJAaHHBIE MOTYT OBITh JACAHOHUMHU3UPOBAHBI C
HCIOJIb30BaHUEM HH(pOpMAIMK, CBOOOJHO MAOCTYNHON B VIHTepHETe, W TO3BOJUTH IOBTOPHO
UACHTU(GUIMPOBATh YEJIOBEKa, HECMOTPS Ha TapaHTHM; JEaHOHMMHU3AIMs TEeHETUYECKUX TaHHBIX
TaKkKe 00JIErdaeTCsl HCMOMB30BAHMEM JPYTHX BIIOB GOMBIINX JAHHBIX".

(C) I'enetnueckas 1aHHbIE, MOJyYE€HHBIE B JIFOOOH MOMEHT XKH3HHM, UMEET MOXKU3HEHHYIO U
BO3PaCTaIOIIYI0 LIEHHOCTh, MOCKOJIbKY Kol JJHK He MeHsieTcs B TeUeHHE Mepuojia )KU3HU YEIIOBEKA.
OTO O3Ha4yaeT, 4YTO HapylIeHWs KOH(PHUIECHIMAIbHOCTH TAKUX CBEICHUM, COBEPILEHHBIE CETOJH,
MOTYT IOBJI€Yb JalbHEWINE HapylIeHUs IpaB YeJOoBeKa B Te€UeHHE Bcel ku3HU. Cle0BaTeNbHO,
noctyn k JIHK denoBeka CTaHOBUTCS HE HYXKEH, €CIM U3 CEKBEHHPOBAHHBIX JaHHBIX H3BJIECUEHO
onpezaeneHHoe 3HaueHue. IlomyueHHas uHQoOpManMs MOXET TaKXKe MCIOIb30BaTbCS IS
JUCKPUMHUHALIMU OJTU3KUX POJICTBEHHUKOB U MOCIEAYIOIIMX OKOJIEHUH yenoBeka. bonee Toro, pucku
JUIS OTZIE€IBHBIX JIMI BO3PACTAIOT NAapaUIEIbHO C IPOrPECCOM B IOHUMAaHUHM FT€HOMHOT'O TEKCTa.

(D) MBI MO%eM peakTHPOBATh TeHbI in-ViVo (BHYTpH Ye0Be4YeCcKoro tena). Brepssie 00 3ToM
crano u3zBectHo B CIHA B 2017 roay, korma Takoe pelakTHPOBaHME MPUBENO K H30aBJIECHUIO OT
3a0oneBaHus. MeToabl peJakTHpOBaHMUsS TeHOB Ooibine He TpeOyroT paspesanus JIHK. Tak,
Hanpumep, Metos; CRISPR mepenmceiBaeT otnenpHble cerMeHTH / OykBHI (A, T, C, G), npeBpamas
BBI3BIBAIONIYI0 OOJIE3Hb MyTallMI0O B 370pOBYI0 Bepcuto TeHa. OJHOKpaTHas Mpoleaypa

! s MoJIy4eHus jaonoyHuTeNbHol nHdopmannu cm. Selita, F. 2018. «HenpaBoMepHOe HMCIONB30BaHUE T'€HETHYECKUX
JITAaHHBIX: PUCK JUIsS OCHOBHBIX IIPaB YeJIOBEKa B Pa3BUTHIX CTpaHax», xkypHan Legal Issues 7 (1), ctp. 53-95.

2 Plomin, DeFries, Knopik, & Neiderhiser, 2016

* Polderman et al., 2015

* Zhang-James et al., 2018
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® Hanpumep, Gymrek et al., 2013; Erlich and Narayanan 2014



PCAAKTUPOBAHUA MOKCT H3JICUUTHL ONPCHACICHHBIC paCCTpOﬁCTBa U OHKOJIOTHUIO, IJIA KOTOPBIX B
HACTOAICE BPEMS HET BAPHUAHTOB J'Ie‘leHI/Iﬂg.

2. Ucnosib30BaHNe TeHeTHYEeCKUX JAHHBIX B psije cep MoKeT HEraTUBHO CKA3aThCS HA KU3HHU
JIIO/1eH.

(A) Hdoctyn K MEOUIIMHCKOMY OOCITY>KUBAHHUIO (CTpaxOBKa) MOXKET OBITh MPEIONpEecH Ha
OCHOBE TI'€HETHYECKUX JAHHBIX, B pE3yJbTaT€ YEro MEIUIMHCKOE CTPAaXOBAaHWE MOXKET CTaTh
HEJOCTYIIHBIM JUISl JIML C IPOTHO3UPYEMBIM T'€HETHYECKMM PHUCKOM JUisl 310poBbs. [lonureHHsle
OLIEHKU TaKKe JIAIOT TOUHYI0 MH(POPMALIMIO O PUCKE 3a00JI€BaHUS M O JPYrUX MOKa3aTessix JKH3HI .
JlocTynn K TE€HEeTHMYECKUM JaHHBIM MO3BOJIMI OBl CTPaXOBBIM KOPIIOpALMSM 3HAUYUTEIBHO TOYHEE
OLIEHUTH PHUCK, aJalITUPOBATh NIpeMUM K pucky Ha ocHoBe JIHK mHpopManmu rpymnm jtroneit win gaxe
OTZeNbHBIX JIUL. CTPaXOBUIMKHA CMOTYT UCIOJIb30BaTh FEHETUUYECKUE JaHHBIE B KOMMEPUYECKHUX LIEIIX,
MOCKOJIBKY OHH MOKPBIBAIOT CTPaxXOBBIE BHIIIATHI JI0/ICH ¢ OOJMBIIMMU MTPOOJIEMaMHU CO 310POBBEM 32
CUET JICHEeKHBIX CPEJCTB O0Jiee 3I0POBBIX JIIOICH.

(B) PexpyTHHI, OCHOBaHHBIN Ha FEHETUYECKOMN TaHHBIX, BEPOSATHO, CTAHET OCHOBHBIM METOJIOM
otOopa nepcoHasa Juist 0ojiee KPYMHBIX KOMIIAaHUH, OCOOEHHO C YYETOM TOTr0, YTO TEKYIIHNE METOIbI
oTOOpa TepcoHana HEHAJAe)KHBI, a TEHETHYECKHE IAHHBIE COJEpXKaT ropas3io 0ojee JOCTOBEPHYIO
nrdopmanmio. - Takoi MeTos 0T6opa MepCoHaa MOKET IIPEJOCTABIATH OIPEICICHHBIM KATeTOPUsM
moaeil npeumyiiectBa. Ho B To ke BpeMs, 3TO TakKe MOXKET [MOCTABUTHh B HEBBIFOJHOE IOJIOKEHHE
JPYTUX JIIOJIeH U3-32 BEPOATHOCTHOT'O XapaKTepa reHeTUUeCKOi HHPpOpMAaIIHIH.

(C) TocymapcTBeHHBI Hag30p 3a JIIOJBMU C  TEHETHYECKOM  CKIOHHOCTBIO K
aHTHOOIIECTBEHHOMY TMOBEACHHUIO MOXHO ObLI0O OBl CUMTATh ONpPaBAAHHOM Mepoill 1o
MIPENYNPERKACHUIO MPECTYINHOCTH, OCOOEHHO C YYETOM CHIKEHHS 3aTpaT Ha TakoW HaJI30p: Takou
HAJ30p C HWCIOJIb30BaHHE LHU(PPOBBIX TEXHOJOTHI B HACTOsIEE BpeMs IIMPOKO PACIPOCTPAHEH B
Pa3BUTBHIX CTpaHax. JTO CO3/aeT 3HAUMTENbHBIE YIpo3bl /i MpaB yenoBeka. [lockonbky moBeneHue
SBIIETCS PE3YyJNbTaTOM KaK TeHeTHUYeCKUX (HaKTOpoB, Tak M (HaKTOPOB OKpY’KaIOLIEH cpenpl,
reHeTnudeckass mHpopMmamnus Bcerja OyIeT OCTaBaTbCs BEPOATHOCTHOW. B 3Toil CBsI3M BO3HHKAeT
BOIIPOC, HACKOJIBKO TEHETHYECKHl pHUCK OyIeT AOCTaTOYHBIM JJIsi OOOCHOBAaHMSI TMPUMEHEHHUS
VIPEXKIAIOMNX Mep, HalpuMep, HAOMIOJCHHUS WM OOS3BIBAHUS TOCEIICHUS MPOPHIAKTHIECCKUX
TPEHUHTOB?

(D) I'enetnueckue gaHHbIE MOTYT HCIIOJIb30BATHCS, YTOOBI OKa3bIBATh BIMSIHUE HA pEIICHUS
OTAENbHBIX JIMIl, BKIIOYas HX pEIIeHHs INpH TOJOCOBAHMM M TNOTpeduTenbckuil BbiOOp. Takke
TeHETUYECKUE JaHHBIE MOTYT HCIOJIb30BATHCA B LIENSAX MPOBOLMPOBAHMS Pa3INYHBIX KOH(IIUKTOB.
Vcnonb30oBaHue NEepCOHAIBHBIX JAHHBIX B 3THX cdepax yxke mnpakTtukyercs. Hampumep, craino
U3BECTHO O TOM, YTO MHJUIMOHBI M30upareneil MmoJBeprajuch TaKOMYy BIIHMSHHIO, OCHOBAHHOMY Ha
WCIONB30BAHUM HX JIMYHBIX JIaHHBIX, B HMX 4ucie 98 MWUIMOHOB aMepuKaHieB, 93 MuumMoHa
MEKCHUKAHIICB, 55 MHJUTMOHOB (HIUMINHHIEB ¥ 50 MHTMOHOB TYPELKHUX rpaxKaaH (maHHbie Freedom
on the net).

(E) et moryTr moaBepraThCsi TUCKPUMHUHAIMKM [0 F€HETUYECKOMY IPU3HAKY BO BCEX 3THUX
KoHTekcTax. [IpaBa nereil HaxongTcs MOJ HauOoJbLIeH Yrpo30d, MOTOMY UYTO OHU HE CIIOCOOHBI
pemnth, nportu au TectupoBanue JIHK, ogHako 3T0 pemieHue MOXKET U3MEHHUTh XOJ MX JKH3HU U
YKUA3HU UX JETEH.

(F) Hotpebuteneit BBOAAT M OyayT BBOAWUTH B 3a0NyXJAEHHE MpPHU TOKYIKE HPOAYKTOB,
HanpuMep, YTBEPXKIECHUSMU O TOM, 4YTO HPOAYKTHl YCWJIMBAIOT WM IIOAABISAIOT IPOSIBICHHE
OTIpe/IeNIEHHBIX T€HOB, a TaKXX€ MOTYT OBbITh M0 T€HETUYECKOMY KpUTEpHIO BpeaHbIMU. [lo Tex mop,
MoKa OTpacib He OYAeT ¢ HaAJeXallel CKOPOCTbIO PEryInpOoBaThCs, a HacelleHHe, I71e TO BO3MOKHO,
HE MOJIy4uT 00pa3zoBaHue, KOMIIAHUU OyIyT MO-TIPEeKHEMY MPEAOCTABIATh BBOASILYIO B 3a0TyKICHHE
nHpOPMAIHI0 0 MHOTO(AKTOPHBIX COCTOSIHUAX, @ YUCIIO MOTPEeOUTENeH, HCIIONB3YIOIUX ITH YCIYTH,
OyZeT TOJIbKO PacTu.

° Nordberg et al., 2018
% Trampush et al. 2017
1 Oh et al., 2013; Peck and Levashina, 2017



3. B crpanax ¢ pa3BUTON JKOHOMHMKOH YKa3aHHbIE 00CTOATEJbCTBA KOCHYTCS KAXKI0I0

(A) MuinmmoHsl TEHOMOB YXe ObUIM CEKBEHHUPOBAaHbI YacCTHBIMH U TOCYIapCTBEHHBIMU
OpraHu3aIsIMH, HECMOTPS Ha TO, YTO CEKBEHHpOBaHue Obu10 noporocroammm. B 2003 roxy 6onee 10
000 uccnengosareneit B 10 cTtpanax 3a 10 et u 2,7 muuapaa nojuiapoB CIIA onpenenunu moiaHyo
MOCJIeIOBATEIBbHOCTh TEHOMA YEJIOBEKA; a B HACTOALIEE BPEMsI 3TO MOXKET OBITh C/IEJIaHO MEHEE YeM 3a
40 muHyT M Bcero 3a 399 posnapon CLIA*Y. C OBICTPBIM CHIDKCHHEM 3aTpaT Ha CEKBEHHPOBAHUE
Onmaronmapst JOCTHXKEHHSAM B cdepe TEXHOJOTHi, CEeKBEHHMPOBAHUE, BEPOSITHO, CTAHET OOBIYHBIM
apiieHueM. [l moTpeOuTenell TreHeTHYecKoe TECTHUPOBAHUE YK€ CTajo pealbHOCThIO, M €ro
MOMYJSIPHOCTh OBICTPO pacTeT: TOCYAApCTBEHHBIE OAaHKHM JaHHBIX B HEKOTOPBIX CTpaHaxX YkKe
cojepkaT TeHeTHYeckue naHHble mpaktudecku Bcero HaceneHus (FOHECKO, 2003 r.), gacTHbIe
OaHKHU JTaHHBIX COJEPIKAT TeHETUYECKUE JaHHBbIC MIJUIMOHOB JIFOJICH, HalIpuMep, 0oJiee 2 MUJUTHOHOB
obpasnoB JIHK coOpansl kommanueiit 23andme (23andme.com) u 6Gosiee 7 MHIUTHOHOB 00pasiioB
kommanuei AncestryDNA (ancestry.co.uk).

(B) Kpome Toro, pesko Bo3poc 00beM OOMEHA JaHHBIMH MEXKIY TOCYAapCTBEHHBIMU U
yacTHBIMU opranuzanusamu. Hanpumep, Harmmonanenas ciyxx6a 3apaBooxpanenusi BenukoOpuranuu
npenocrasuia Google MmenunuHckue AaHHpie 0 1,6 MIJIIMOHAX MALMEHTOB B paMKax COIVIALICHHS 00
oGmene manmbiMu~; B EC (B 2013 roiy) NMUEH3HH HOMydnin okoino 3500 opraHmsaumii B chepe
oOMeHa JaHHBIMH MEXAY CTpaHamH; a B BenukoOputaHuu B TeueHUE ABYX JIET MOCJIEe M3MEHEHUU
3aKOHOJIaTeNhCTBA B cepe 00padoTKU METUIMHCKUX AaHHBIX (K uromo 2014 roma) 40 MUILTMOHOB
MAIMEHTOB MM 3JIEKTPOHHYIO CBOJHYIO CIPaBKy O METUIIMHCKON MOMOINHU, MPUYEM BCE Bpayd U
MeZCeCTphl UMM JOCTYI K Takoi mHpopmammu yxe B 2018 romy. bosee Toro, mccienoBaHus B
00JacTv TEHOMOB CTaHOBSATCS Bce OoJiee MOMYJISPHBIMU 110 BceMy MUPY (Hampumep, MexayHapoaHbIN
KOHCOPLIMYM TI0 TeHOMY paka - IlaH-oHKOJOrMueckuii anamm3 Bcero renoma), B 2014 romy ObLIo
co3aano BeemupHOeE 00IIIECTBO 1O COTPYAHUYECTBY B cdhepe reHomuoi meaunuusl (G2MC).

(C) HoctmwxkeHus B 0ONACTH TEXHOJIOTHH ClIeNalidi OOMEH JaHHBIMH HAMHOTO OBICTpee u
mpolie, B TOM 4ucie O6aarofaps UCIONIb30BaHUIO 00JIauHbIX MIaTgopmM, Takux kak Amazon, Google u
European Open Science Cloud (EOSC).

(D) bonbmioe xkonuyectBo coobmenuit o Hapymenusx (1 378 509 261 B ogHom Tonbko 2016
rojay) u ciydasx B3noma 0a3 (187 MwuinoHoB ciydaeB Toibko B 2011 rojay) MOKasbIBarOT, YTO
MEePCOHANBHBIC JaHHBIC HE SBISIOTCSA TMOJTHOCTBHIO 3allMUIICHHBIMU. Takke ObLIO YCTaHOBJIEHO, YTO
TCHETHYECKHE JaHHbBIe JieTell (HeOHATaIbHOE TECTHPOBAaHUE), B3SATHIC B OOJMBHHIAX MPH POXKICHHH,
UCIONB3YIOTCS 1O JpYrMM TpUYMHAM W TepelaloTCs YacTHOW OpraHu3aluu A JpYTHx
HCCIEA0BaHUN

JelicTByI0lllee MPaBOBOE peryjupoBaHue OObLIYHO oO0ecreYMBaAeT MHUHMMAJIBHYH 3alIUTY B
OTHOLICHMHU CEKBEHHPOBAHHBIX TCHOMHBIX IaHHBIX.

(A) HeticTByromiye 3aKOHOJATENHCTBO HE HAIPABIECHO HETOCPEJACTBEHHO Ha PETyJIUpPOBAHUE
UCIIOJIb30BAaHUsl CEKBEHHPOBAHHBIX '€HETUUECKHUX JAaHHBIX. KOHKpPETHBIE 3aKOHBI, TAKNE KaK 3aKOH O
renerndeckoil HeauckpumuHauu B CHIA (GINA), npunsteiit 8 2008 roxy, 1 0JHOMMEHHBIH 3aKOH
Kanaser, npustsii B 2017 roy, 06eCednBal0T MUHAMATBHYIO IPABOBYIO 3allATY /IS YeTOBeKa .
Jlaxke camoe COBPEMEHHOE COOTBETCTBYIOIIEE 3aKOHOJATEThCTBO Ha cerogHsamHuii neHp B EC —
O6mmuii pernament mo 3ammre qaHHbix (GDPR), obecrieurBaeT HEIOCTATOUHYIO 3AIUTY: HAIPUMED,
OJIHO TIOJIOKEHHE PerjJaMeHTa 00eCIeYrBaeT 3allluTy, a APYroe - KOHTP-3aIIUTYy.

ITouyemy MBI He OTpaHMYHBAEM CYyIIECTBEHHO MCIOIb30BAHUE JaHHbBIX?

(A) bonpmme naHHble OYKBaJIbHO O3HAYaAIOT OOJBIION Mporpecc B MEAUIMHE U JAPYTUX
cdepax; OaHKHU JTaHHBIX SBIISIOTCS «HOBOW 30JI0TOM JKUJION», U IOITOMY BBI3BIBAIOT OOJIBIION HHTEpEC
CO CTOPOHBI BIIMATEIBHBIX KOMMEpPUYECKUX HTPOKOB. (B) LlEHHOCTHh NaHHBIX YK€ BeNUKa: MPUOBLIb
Benukobpurtanuu 3a 2015-2020 rr. Tonpko oT OonblMx naHHBIX W MHTepHeTa Bemieil (00BEKTOB,
KOTOpBIE COEIMHAIOT U OOMEHUBAIOTCS JAHHBIMH) MPOrHO3UpYyeTcs: B 322 mipA (pyHTOB CTEPIIMHIOB;
peiHOK naHHbIX EC onenuBaercs B 285 mupz espo B 2015 roany, u oxupaercs, uro k 2020 rony oH
yBenuuuTcs 10 739 mipa eBpo, uto coctaBisieT 4% ot oduiero BBII EC; mo nporaozam, k 2025 roxy

12 Goyal et al 2017; Dante Labs, web

3 Independent, 2016

4 Arnold, 2013; Bearder v. Minnesota State 2011
' Selita 2018



ctoumocTh MHTepHeTa Bemiel Bo3pacrer no0 11,1 Tpuwiuona pomtapoB B roa. (C) Takas BeicOkas
HSKOHOMMYECKasl [IEHHOCTh M3MEHHJIa OTHOIIEHHE K WH(OpMalUU, MPEBpPaTUB €€ B «IIPUTOJHOE IS
WCII0JIb30BaHUS ChIPhE. . »1e

Bo3MoskHbIe pellleHHs M0 3a1UTe NPaB U o0ecleYeHN 0 CPaBeAIUBOro A0CTYNa K BbIT0JaM OT
HCI0JIb30BAHUSA FeHeTHYeCKUX TAHHBIX.

(A) Ucnonp3oBanue MEXAUCIUIUIMHAPHON SKCIIEPTU3BI MPYU MOACPHHU3ALIMN 3aKOHO1ATEIbCTBA
(110 BO3MOKHOCTH, KOHCOJIUAIIMS, @ HE YBEJIMUEHUE YHciia 3aKOHOJaTeNIbHBIX aKTOB).

(B) OGyyenne COOTBETCTBYIOIIMX CHEIMATMCTOB, TAKUX KaK FOPUCTHI, CYAbU U PAOOTHUKH
oOpa3oBaHus (HampUMep, B MOPSIKE MOBBIIMICHNUS KBaTU(UKAIMK), YTOOBI OHH MOTJIM MOHUMATh, YTO
OHU TIBITAIOTCS PETYIMPOBATH / 3AIMIIATE WK IaXKe CyIUTh, OTCTauBaTh WIH OTBEPTaTh.

(C) J[oGaBneHue TeHETHKHM B  0Opa3oBaTeNIbHBIC MPOTPAMMBI IO  IOPUIUYECKUM
CIEUATBHOCTSM.

OcHOBHOM AOKANaA:

Bopbba ¢ AUCKpMMMHaLMeN Ha OCHOBE UCMOb30BaHUA FeHETUUECKUX AaHHbIX
Mapk Busuiepc (Marc Willers), 6appucrep (BenukoOpuranms)

Kparkoe cogep:kanue gokiaaga

B renernueckoii Hayke JOCTUTHYT OIPOMHBIH ITporpecc, KOTOPbIi MPUHECET OTPOMHYIO MOJIb3Y
YeJI0BEYECTBY.

Ho ectb omaceHusi, 4To reHETUYECKHUE JIaHHBIE MOTYT TaKXe HCIOJIb30BATHCS KaK CPEICTBO
JUCKPUMHMHALIMKM TPYNI, TaKUX KaK ATHUYECKUE MEHBIIMHCTBA WM JIIOJAU C TEHETHYECKOU
CKJIOHHOCTBIO K ITpo0OsieMaM co 370poBbeM. Takast TUCKpUMHUHAIMS MOKET UMETh MECTO B Pa3IMUHBIX
00acTsIX, HApUMeEp, 3aHATOCTh, 3APABOOXPAHEHUE, 00pAa30BaHKE, MOJIHINS U CUCTEMA MTPABOCYIAHS
[IPEOCTaBJIEHUE TOBAPOB U YCIYT (TaKHX, KaK CTPaXOBaHUE).

OnaceHue, 4TO T'€HETUYECKUE JTaHHBbIE MOTYT OBITh MCIIOJb30BaHbl B JAUCKPUMUHAIIMOHHBIX
LIeJIIX, OCHOBAaHO Ha TOPbKOM M OOJE3HEHHOM HCTOpPHUYECKOM ombITe. llpecTymiieHuss npotus
YeJI0BEYECTBA, COBEPILEHHBIE O]l UJICOJIOTHEN pacu3Ma, OUEpHSIOT HAllly KOJIJIEKTUBHYIO HCTOPHIO,
KaK, Hanpumep, youiictso 1,5 Musmona apmsiH Bo BpeMs reHouusa B 1915 roay; youiictBo Oosnee 6
MuuinoHoB eBpeeB 1 500 000 mpiran Bo Bpemsi XoJjiokocTa BO BpeMss BTopoil MuUpoOBOil BOWHBI
(u3BecTHOE cpenu 1pIral kak «[lopaiimocy).

JluckpuMuHaLKMsg B OTHOLIEHHMM TEMHOKOXKUX, IMPEACTaBUTENECH ATHUYECKUX MEHBUIMHCTB
KOPEHUTCS B JDKEHAYYHBIX TEOPUSAX O «pace», MOJAOOHBIX YUEHHSIM O €BIeHUKE, CYIIECTBOBABILIUM B
XIX Beke. TeM He MeHee BO MHOTHX IOCyIapcTBax COXpaHSAETCs JUCKPUMMHALMOHHASI MpPaKTHKa, B
TOM 4HCJIIE, HanpuMep, HPUHYAUTENIbHAs CTEPWIN3ALMs ILBIFAHCKUX JKEHUIMH W TPEAB3ATOE
OTHOIIEHNE MOJUIUH K STHUYECKUM MEHBIINHCTBAM.

B 1997 rony FOHECKO BeimycTuia BceoOmryro Aeximapaiio 0 TeHOME YelloBeKa U IMpaBax
4enoBeKa, B craTbe 6 KoTopoil roBopurcs: «llo mpu3HaKy reHETMUECKHUX XapaKTEpUCTUK HUKTO HE
MOJKET TIO/IBEpPraThCsl UCKPUMHUHAIMM, LEIU MM Pe3ylbTaTbl KOTOPOH MpPeICTaBISIOT COOOM
MOCSIraTeNIbCTBO Ha MpaBa YeJI0BeKa, OCHOBHBIE CBOOO/IBI U YEIOBEYECKOE JOCTOMHCTBOY.

Ha moit B3rnsa, Heo0XoauMo 0OHOBUTH 3aKOHOJATEIbCTBO O PABEHCTBE U JMCKPUMHHALIUU B
rocy/lapcTBax, BKJIIOYMB B HEro 3alpeT Ha HCIOJIb30BAaHUE TE€HETUYECKUX JIaHHBIX IS
JUCKPUMMHALIMU, YTO COOTBETCTBYET cTathe 6 nexnapaunu KOHECKO.

B To xe Bpemsi cyliecTBYeT HAcTOSITelIbHasg HEOOXOAUMOCTh MH(POPMHUPOBATH CYAEOHYIO
CHCTEMY, IOPUCTOB M OOIIECTBEHHOCTb O PHUCKAX, CBS3aHHBIX C HCIOJb30BAHUEM T'€HETHUYECKHX
JaHHBIX, U O MEpax MPeIOCTOPOKHOCTH, KOTOPble HEOOXOIUMBI JUIsl OOecreueHusi 3aKOHHOCTH HX
XpaHEHUs U pacIpOCTPaHEHUSI.

B orcyTcTBHE akTyaqbHOrO 3aKOHOAATEILCTBA CYIbl MOTYT pa3paboTaTh MpeLeeHTHOE PaBo
JUIA 3AIIUTHl OTAEJBHBIX JIMI W TPYyNI OT AMUCKPUMMHALMOHHOM MpPaKkTUKH C MCIIOIb30BaHHEM

16 Nuffield Foundation, 2015, para 9



CYIIECTBYIOIIMX 3aKOHOB, XOTs TakKue pa3pabOTKU MOTYT 3aHATh BpeMs U TPHBECTH K
HECOOTBETCTBUSAIM M aHOMalusAM. lIpm 3TOM pemeHus HaJHAIUMOHAIBHBIX CYAOB, TAKUX Kak
EBponeickuil cyn 1O mpaBaM 4YeJIOBEKa, MOI'YT MHOIOE CHenarh Uil SCHOM U IIOCIEN0BATEIBHOU
3aIUTBI, IPEJOCTABIAEMON OTAEIbHBIM JIUIIAM U TPYTIIIAM.

BepositHO, OyneT cOmpoTHBICHHWE BHEAPEHUIO 3aKOHOAATENIBHBIX TapaHTHH CO CTOPOHBI
YUEHBIX, KOPHOpalUUi M TOJIUTUKOB, KOTOpBIE 3aWHTEPECOBaHbl B TOM, YTOOBI HCIOJIb30BaTh
TCHETHYECKUE JIaHHBIC B IIOJIHOM Mepe B pPaMKaX OTHOCHUTENIHO OCIa0JCHHOTO PEryasTHBHOTO
peKHMMa, aXe €CIM 3TO JAOIYCKaeT BO3MOXHOCTH Ul JUCKPUMHUHALMU. Takoe CONpOTHBIECHUE
JOJDKHO OBITH MOOEXKIEHO, €CIIM MBI XOTHM O0ECIICUUTh 3alUTy HanboJiee yA3BUMBIX YICHOB HAIIETO
o0111ecTBa OT HEIIPABOMEPHOI'O UCIOIb30BAHUS T€HETUYECKHUX JaHHBIX.

MpurnaweHHbIN cNuKep:

ObLiecTBeHHass ONacHOCTb HENPaBOMEPHOro WCMOJIb30BaHUA FEeHETUUECKUX
AaHHbIX YenioBeKa

Jmutpuii Bnagumuposuu KapenuH, kanza. op. HayK, JOUEHT Kadeapsl YroJIOBHO-HCIIOIHUTEIHLHOTO
npasa u kpumunosoruu (FOU TI'Y)

Kpatkoe cogep:xkanue gokaaaa

Pa3sutne TCXHOHOFHﬁ, MMOCICA0OBATCIIbHOC HAKOINJICHHUEC OMIIMPUYCCKUX MATCpHUAJIOB O
TeHETUYECKUX JaHHBIX YEJIOBEKA U MX MOTEHIMATBbHON [IEHHOCTH OOBbEKTUBHO PACHIMPUT YCIOBUS HX
3aKOHHOTO U HE3aKOHHOI'0 HCMOojib30BaHusA. [loaTomy Bompoc o 3amMre 3TUX JaHHBIX MOMKET
BO3HUKHYTh B camMoe OnmKkaifiiee BpeMs.

3amuTa 00bEKTa MOCATaTeNbCTBA 3aBUCUT OT JUHAMMKHU OOIIECTBEHHOM ONACHOCTU JECSHUS U
MOKET OCYIIECTBISITHCS PA3IMYHBIMU MPABOBBIMH cpeAcTBamu. Ho B mo0oMm ciyyae 3amura
HAaYWHACTCA C ONPCACIICHUSA COLIH&JII:HOﬁ OEHHOCTH, BA)KHOCTHU IJIA O6HICCTBa TOIr'o, 4YTO JOJIDKHO OBITH
3aIUIIEHO, MOXKET JIM 00IeCTBO 00X0AUThC 0e3 00BheKTa MocsAraTeNbcTBa?

[Tocne ompeneneHus: CONUATBLHON IEHHOCTH TOTO, YTO JIOJDKHO OBIThH 3alllUINEHO (Harpumep,
MHTEpEC), BAXKHO ONPEIETUTh TO, KAKUM 00pa3oM MOXKHO BBIPA3UTh €ro «yuepo». B To xe Bpems
Takhe OOCTOSITENCTBA, KAK COCTAaB U CIIOCOO COBEPILEHUS MPeCcTyIIeHus, GopMa BUHBI (YMBICEN WU
HEOCTOPOXHOCTbH) U Ipyrue GpakTopsl, TakKe Oy1yT UMETh BaXKHOE 3HAUCHHE.

[TonnmaHue HPUPOABI M CTENEHU OOIIECTBEHHOW OMAcCHOCTH HE3aKOHHOI'O HCIIOJIb30BAHUS
TEHETUYECKUX JIaHHBIX YEJNOBEKAa BOBCE HE O3HAayaeT O€30rOBOPOYHYI0 U  HEMEIJIEHHYIO
KPUMHUHAINU3AIMIO 3THUX aKTOB, TO €CTh MX 3aKpelyieHHe B 3aKOHOJATENIbCTBE KaK YTrOJIOBHOE WU
YrOJIOBHO Haka3zyemMoe. DTOMYy JOJDKEH NpeIIeCTBOBAaTh IPOLECC OILEHKH: HEOOXOAMMOCTH U
11e1eco00pa3HOCTH TaKOM KpUMMHAIN3alUU, BO3MOXHOCTEH CHCTEMbI YIOJOBHOIO IIPAaBOCYIHUS,
3alIMTHOTO TOTEHIMana Jpyrux oTpacieil mpaBa (IpakJaHCKOrO, aJAMHHUCTPATHBHOIO),
BO3MOXXHOCTH HUCIIOJB30BaHUA aIMUHHUCTPATUBHBIX MMPCAPACCYIKOB U JPYTIHUX YCHOBHﬁ.

BeiOop cpeactB mpaBOBOM 3alIUTHl M BO3MOXKHAs KPUMHHAJIU3AIMS HETPABOMEPHOTO
WCIIOJIH30BaHUSI TEHETUYECKUX JAHHBIX YeJIOBEKAa TakKe OyayT 3aBHCETh OT PaclpOCTPAHEHHOCTH
TaKUX aKTOB, YTO SIBJISETCS JOTIOJIHUTEIBHON XapaKTePUCTUKOM 00IIIeCTBEHHON OMAaCHOCTH.

9(1)(1)6KTI/IBHOCTI) 3alIUThl T'€HETHUYCCKHUX JaHHBIX YCJIOBEKA OT COHUAJIBHO OIIaCHBIX
nocAraTeiabcTB OyJAeT BO MHOTOM 3aBHCETh OT pPa3pabOTKH M BHEAPEHHUsS €JUHBIX MPABOBBIX
MCXAaHU3MOB, CTAHAAPTOB HUX 3aKOHHOI'O HCIIOJbB30BaHUA, OT yHI/I(i)I/IKaIII/II/I U YHUBCpCAIHU3alUuU
KOHIIETITYyaJIbHOT'O anmapara B 3TOi obsnacTi. MexXIUCIMIUIMHAPHbBIE U CPABHUTENBHBIE UCCIICIOBAHUS
OyIyT cIIOCOOCTBOBATH ATOMY.



ﬂapannen bHble CceCCUun

MapannenbHas ceccua | - KpaTtkme aoknagbil:

BakHble Bonpocbl gna Poccun B 06/1aCTM FTeHOMHbIX WCCNeA0BaHUA WU
NPaKTUYECKOro UCMNoJ1Ib30BaHUA UX Pe3y/IbTaToB B cBeTe pelueHui ECMNY

Onbra lBaHoBHa AHJIpeeBa, A-p Op. HayK, JOLEHT 3aB. Kadeapoil YroJoBHOro mpoliecca,
MIPOKYPOPCKOTO HAA30pa U MpaBooXpaHuTeabHoM nearensHoctu (FOU TTY)

Kparkoe cogep:kanue 1ok1aga

HayuHo-TexHHYeCKHil mporpecc, yCKOPEHHOE pa3BUTHE OMOJIOTUU U MEIUIMHBI MOTYT OBIThH
Kak OjaroM Jjsi HBIHEIIHETO M TOCIEIYIOUIMX IOKOJCHHWH, TaK W IMOBOAOM Ui OECIOKOMCTBa,
MIOCKOJIbKY COXpPaHSETCAd BO3MOYKHOCTb HEIPAaBOMEPHOIO MCIOJb30BaHUSL PE3YJIbTATOB HAYYHBIX
JOCTUKEHHM, KOTOPOE CTaBUT I0J] yIpO3y YBaKEHUE YEIOBEYECKOTO TOCTOUHCTBA.

B ycnoBusix COBEpIICHCTBOBaHMSI OHMOTEXHOJOTHMH M BO3MOXXHOCTH HCIIOJIb30BAHUSA UX
pe3ysibTaTOB B pa3iauuHbIX cdepax IKU3HM  4YEJOBEKAa  YpPE3BbIYAMHO BaXXHO  U3YYUTh
OCHOBOTOJIAraolye MPUHIMIBI 3alIUTHl MPaB YeJIOBEKa M OCHOBHBIX CBOOOJA M MpPEeIOTBpAIlCHUS
3JI0YNOTPEOICHUH.

[Tockonbky moOJIydeHHME MaTEpHAIOB [JIi T€HOMHBIX HCCIEIOBAHMM M MCIOJb30BaHUE HX
pEe3yJIbTaTOB CBSI3aHO C BMEIIATEIbCTBOM B JIMYHYIO JKU3Hb YEJIOBEKA, MOPSAOK IOJIY4YEHHUS
MaTepuajoB, UX XPaHEHUS U YHUUYTOXKEHUS TpeOyeT MPaBOBOIO PEryIHMpPOBAaHUS, YUUTHIBAIOIIETO
0aJaHC KaK 4aCTHBIX, TaK ¥ TOCYJapCTBEHHBIX HHTEPECOB.

B Poccun B 2008 roxy Obut mpunst denepanbHblii 3ak0H «O TOCYIapCTBEHHON T'€HOMHOM
peructpauuu B Poccuiickoit ®enepauun», nocie yero B 2011 rony IlpaBurensctBom Poccuiickoii
®denepannu Obun yTBepkACHO «lloM0XKEHUE O MOpsiiKe MPOBEACHUS 0053aTeIbHON TOCyIapCTBEHHON
TF€HOMHOM PErucTpanuy JHll, OCYKJICHHBIX U OTOBIBAIOIIMX HAKa3aHUE B BHUJIE JIMIICHUS CBOOOIBI».
OTO NOJ0XKEHHE MPEeAyCMaTPUBAET 00s3aTEIbHYIO TOCYAAPCTBEHHYIO TEHOMHYIO PErHCTpPaLUIo JINIa,
OCYKJIEHHOTO 32 TSKKOE€ IIPECTYIIEHUE W IPECTYNHOE IeIHHE 10 MPU3HAKY 0Ja.

VYka3aHHble HOPMATHUBHO-TIPABOBBIE AKThl ObUIM TOJIOXKUTEJIBHO OLIEHEHBI, B TOM 4YHCIIE
[IPaBOOXPAHUTENbHBIMU OpraHaMH, KakK MO3BOJIAIOIINE TOBBICUTh A(P(EKTUBHOCTh PACKPBITUS
IIPECTYIUIEHNH, MPENOTBPATUTH IIOBTOPEHHE MX COBEPIIEHHS M CBOEBPEMEHHO BBIIBUTH JIUIL,
COBEpIIMBIIMX HX. TeM He MeHee, HECOBEpPUIEHCTBO HOPMATHUBHO-NPABOBBIX akTOoB B Poccun
IpeaoIpeaesseT HeoOX0UMOCTh Pa3pabOTKM HOPMATHUBHO-IIPABOBBIX AaKTOB, PETJIAMEHTHUPYIOLINX
BOIIPOCHI T€HOMHBIX HCCIIEAOBAHUN M MPAKTUKH UCIOJIB30BAaHUS UX PE3YJIbTAaTOB, 00ECIIEUMBAIOLINX
0ajaHC YacCTHBIX M OOILIECTBEHHBIX HHTEPECOB, YTO MPUHIUMNHAIBHO BaXXHO B CBSI3U C OCOOBIM
00BEKTOM HCCIIeI0BaHUs, KOTOPOMY HET aHAJIOTOB.

HenpaBoMepHOE NCIIOJIB30BaHNE, XPAaHEHUE U PACTIPOCTPAHEHUE TEHETUUECKHUX JAHHBIX MOXKET
HAHECTH BpEJ HE TOJbKO JHIaM, 4ell OHoJoruueckuil marepuan Obul coOpaH JJis perucTparuu
reHOMa, HO M HX OJM3KUM pOJCTBEHHUKAM, IIOCKOJIbKY T'€HETHYECKHE JaHHBIe Ccojepxkar
WH(pOpPMAIIUIO, OTHOCAIIYIOCS HE TOJIBKO K YEJIOBEKY, KOTOPBIM TMepeaal CBOM OMOJOTHYECKUUN
MaTepHall, HO M K YWIeHaM ero CEMbH, YTO MOXKET MOBJIEUb 32 COOON HapylIeHHE UX KOHCTUTYLIMOHHBIX
U TpPaxJaHCKUX IMpaB, M T[OITOMY »J3Ta IMpoleaypa AODKHA OBITh HaJuIeXalluM o0pa3oM
periaMeHTHpPOBaHa C y4eTOM TPeOOBaHUI MEXTyHAPOIHBIX AKTOB.

Pemenust ECITY, a Takxe mpakTHKa POCCUNCKUX CY0B CBUETENILCTBYIOT O HATMUUU MTPOOIIeM
B MPAaBOBOM PETryJUPOBAaHUU U B IPAKTHKE HCIOJB30BAaHUS PE3YJIBTATOB, B TOM YMCJIE T'€HOMHBIX
uccnenoBanuii. Criopbl, CBS3aHHBIE C Pa3pabOTKOW W MCIOIH30BAHMEM HOBBIX OHMOMEIMITMHCKUX
TEXHOJIOTHH, BCE Yallle pacCMaTpUBAIOTCS HallMOHaIBbHBIMU cyaamu u ECITY.

CnenyeT OTMETUTh, YTO HU BBILICYNOMSIHYTBIM 3aKOH, HU IOJIOXKEHHE HE OIpPENEesIoT MpaBa
JIMI, Y KOTOPHIX OMOJIOTHUECKUI MaTepuall MOIydYeH C IeJbl0 00s3aTebHON pEerucTpaluud reHoma.
CrnenctBueM SBISIOTCS  CIOy4daW 3JIOYHOTPEOJIGHUS BJIACThbIO PAOOTHUKAMM  HCHPABUTEIIBHBIX
YUPEKIAEHUM, 4TO NOATBEPIKAAETCS IPABONPUMEHUTEIBHON MPAKTUKOM.



Hcxons w3 BBIMIEYKa3aHHBIX HOPMATHUBHBIX IPABOBBIX AaKTOB U MPABONPUMEHHUTEILHOM
MPAKTUKH, MOXXHO BBIJCIHUTH CIEAYIOIMHUE MPOOJEeMbl MPABOBOTO PETYJIUPOBAHUS TONYYCHHUS U
MCIOJIb30BAaHUS OMOJIOTHYECKIX MATEPUAJIOB B IIEISX TeHOMHOM peructparui. OHU BKIIFOYAIOT:

1. OTcyTcTBHE B IIpOLIEIype TOJIYICHHUST MAaTEPUAIOB JIJIi TEHOMHOM PErHCTpallui MEXaHU3Ma,
TapaHTUPYIOMIETO MPABO YeIOBEeKa ObITh MH(DOPMHPOBAHHBIM O ILEJSAX MOJYYCHHUS OMOJIOTHYECKOTO
Marepuana, TOpsAIKEe M YCIOBHSIX XpaHEHHUs, Nepenadyd, OJOKMPOBaHUSA, OOC3TMYMBAHUS JAHHBIX,
VHUYTOXKECHHUS OMOJIOTUYECKUX MATEPHUAOB. HUCKIIOUEHUS WHPOpPMAIUU M3 CYAcOHO-METUIIUHCKON
0a3bl JaHHBIX. MEXIy TeM JIMIY, TOJIeKAIIEMy T€HOMHOM PETUCTPAIlH, JTOJDKHBI OBITh Pa3bsiCHEHBI
OCHOBAHUE W TMOPSAOK 0TOOpa OMOJIOTHYECKOTO MaTepualia, a TaKKe OH JIOJDKEH OBITh O3HAKOMIICH C
MPUKA30M 00 YTBEP)KICHHH KOMHCCHH I10 0053aTeIbHON TOCY/IapCTBEHHONW T'€HOMHOM PErHCTpalnuu
OCYXXJIEHHBIX U OTOBIBAIOIINX HAKa3aHUE B BHUJIC JIMIICHUSI CBOOO/IBI.

2. YenoBek AOKEH HMMETh IPAaBO Ha OJIATOMPHUATHBIC YCIOBHUA, HE JOMycKarouue OO0,
UCIOJIb30BaHUE CPEACTB, MPEICTABISAIONINX OMACHOCTD IS )KU3HU U 3JI0POBBS YeJIOBEKa MPH 0TOOpE
OMOJIOTMYECKOT0 MaTepuaa.

3. Ocraetcst BOIPOC, MOJHKEH JIM YeNOBEK MMETh JOCTYN K CBOEH T'€HOMHON HH(OpMAIUH.
Cormacio myHkry 2 ctT. 10 KonBenmuu OBbeno, KakIbli HMMeEET MpPaBO Ha JOCTYI K JIHOOOM
nH(popManuy, COOPAaHHOW O €ro 3J0pOBbE. IJTO OCOOEHHO BAXKHO, €CJIM YCIOBHUS OTOBIBAHUS
HaKa3aHMs, MMOBEJCHNUE YeJIOBeKa B Ipollecce OTOBIBAHUS HAaKa3aHUsS MOTYT YXYIUIUTH (PU3NYECKOE
HJIHM TICHXHYECKOE COCTOSHHUE YeJIOBEKa.

4. He Ob1 pazpaboTaH MeXaHU3M YHHUTOKeHHUs JUYHBIX AaHHbIX JIHK u3 6a3bl naHHBIX B
ciydae peaOuIuTaIliy YeJIOBeKa.

TakuMm 00pa3om, MpaBOBOE PETyIUPOBAHUE B 00JIACTH 0053aTENbHON T€HOMHOW PErucTpaluu
HE pemIaeT psJi ITUYECKUX BOIPOCOB, CBSA3AHHBIX C IMPABOM JOCTyNa K Takod WHPOpMAIuH, ee
KOH(UICHINATBHOCTBIO TP XPAaHEHUH, Tepefadye M yHHUYTOKeHHH. Kaxkercs, 4Tro, HECMOTpS Ha
00s13aTeNBHBIN XapaKTep TCHOMHOW PEruCcTpaIiy, PEIICHHE 3TUX BOIPOCOB JIOJKHO OCHOBBIBATHCS HA
MpUHIMIAX 00paboTKU reHeTHueckoi nHpopmanuu. Bo-nepBeix, OCykK/I€HHbIE JOKHBI UMETH MTPABO
JIOCTYIIa K CBOEH TeHeTn4Yeckol nH(popManuu. Bo-BTOPBIX, OCYXICHHBIEC, KaK U IPYTUe JIUIa BO BpeMs
JIOOPOBOJIBHOM pEerucTpaly reHoMa, JIOJDKHBI COXPaHSTh CBOOOAY BBIOOpa HCIOIB30BaTh CBOIO
TEHETUYECKYI0 HH(OpMaIMI0, €CIM O3TO HE CBA3aHO C MPEAyNpPEKIECHUEM, PACKPBITHEM U
paccieloBaHHEeM MPECTYIJICHUH, a TakKe YCTaHOBJICHHEM JIMYHOCTH COBEPIIMBIIMX WX Juil. B-
TPEThUX, OCYKIECHHbIE HE€ JODKHBI OBITh JUIIEHBI IpaBa Ha KOH(DUICHIMAIBHOCTh CBOEH
TeHeTUYECKOM WHGOpMAlMU B IIENAX, HE CBA3aHHBIX C MPEAYNPEkKACHUEM, PACKPBITUEM U
paccieoBaHHEM MPECTYIJICHUH, a TAKKE YCTAHOBJIEHUEM JTMYHOCTU COBEPIIMBIITNX MX JIHII.

YronoBHoe npasocyaue B MNOCTFTEHOMHYIO 3MOXY: HOBble Bbl30Bbl U MOWUCK
6anaHca

Tarbsina BmagumupoBHa TpyOHHMKOBa, KaHA. IOp. HAayK, JTOLIEHT Kadeapsl YroJIOBHOTO Mpoliecca,
MIPOKYPOPCKOTO HAZ30pa U MpaBoOXpaHuTensHol nesrenbHocty (FOU TTY)

Hapbs Marienypo, kKaHa. HCTOP. HayK, Hay4d. COTpYAHUK JlabopaTopuu KOTHUTUBHBIX UCCIEIOBAaHUN U
ncuxoresetuku TI'Y

Kpatkoe cogep:xanue gokJaaa

B Hacrosiee BpeMss Mbl CTaJIKUBAeMCsl C OCCHPEIEICHTHBIM MPOTPECCOM B HCCIICIOBAHMIX
reHoMa. baHKM TeHeTHYeCKHX TaHHBIX OBICTPO pacTyT. B HEKOTOPHIX CTpaHaX €CcTh TeHEeTHUYECKHe
JaHHBIC IIOYTH BCECI0 HACCIJICHUA. HaanMep, HCJ’I&HJII/I?I, ee Oaza JaHHBIX COACPIKUT I'€CHOTHUIIBI BCETO
HacesneHus (oxosio 300 000 yenoBek).

3amaun  yroJIOBHOTO TIPABOCYAWsl BKIouUaroT: wucnonb3oBanne JIHK u Ouonormyeckux
MaTepUaIoB sl HISHTU(MUKALNUK TPECTYIMHUKA; TPEBEHIUI0 U TPOMUIAKTUKY MPECTYMHOCTH C
YUETOM 3HAaHUHA O BSaHMO}IeﬁCTBHH TCHOB, CBA3aHHBIX C arpC€CCUBHBLIM ITOBCACHUCM, U (1)aKTOp0B
OKpY>Karolleu Cpeibl.

HezaxonHbrin 060pOT T'€HETHUYCCKUX JAHHBIX NI HOBBIC BU/bI HCIIPaBOMEPHOT'O
UCIONIb30BaHUsl (T€HOMHBIE JaHHBIE BKYIE C IPYTMMH OOJBIIMMH JAHHBIMH) TaKkKe MOTYT HMETh



MECTO, ¥ MOTEHIHAIBbHO O3TH BHIbBl MPECTYIUICHHH MOTYT OBITh MPEIMETOM YrOJOBHOTO
3aKOHOIATeabCTBA. EBpOMEiCKuii Cy o mpaBaM 4YejioBeKa B MpereecHTHOM perenun S. and Marper
v. United Kingdom, 2008 r. moctaHOBHJ, 4TO HeM30MpaTelabHOE «OOIIee» COXpaHEHUE OTIEYATKOB
nansleB, oOpas3noB kimetok u mpodmieir JJTHK mocrie ompaBmaTenbHOro mpuroBopa SIBISETCS
HapymeHneM cTatbu 8. JleJo Kacanoch XpaHeHHs OTIEYaTKOB MalbleB, 00pa3loB KIETOK U Mpoduiei
JIHK 3asBuTeneil mocie mpekpamieHHss B HMX OTHOUICHHWH YTrOJIOBHOTO Jela W BBIHECEHHEM
OIpaBIATEILHOTO IPUTOBOPA TIO AETY.

Ceromus TpeOyeTcsi co3/laHME KOMIUICKCHOM M IOCIEOBATEIbHOW MOJENU IPABOBOTO
pEeryaupoBaHUsS M CaMOPETYJIMPOBAHUS T€HOMHBIX HCCiefAoBaHMM B Poccum u mMupe. Dta Momenb
JIOJDKHA  OCHOBBIBaTHCSI HA  ONTHMAJbHOM  OajaHce MEXKAY Ppa3IMYHbBIMH  HHTEPECAMHU:
rOCYJapCTBEHHBIMH, OOIIECTBEHHBIMH U YaCTHBIMH.

FeHeTMyecKkas MHPopmauma B cucteme 06BHEKTOB rpaXkAaHCKUX NpaB

Mapus [laBnoBna VMmekoBa, KaHaA. 10p. HayK, JOLEHT Kadeapbl TpakJaHCKOTO IpaBa M Kadeapsl
MIPUPOIOPECYPCHOTO, 3eMENBHOTO M 3KoJIorrueckoro npasa (FIOU TI'Y)

Kpartkoe cogep:xxanue 10KJaaa

B mocneaHue HECKOJIBKO AECATUIETHI Kak Ha MEXIYHapOJHOM, TaK M HAa HAI[MOHAJIbHOM
YPOBHSIX BONPOCHI, CBSI3aHHBIE C IIPAaBOBBIM PETYJIMPOBAHHEM TI'€HETUUYECKUX HCCIEIOBAHUN U
IIPaBOBBIM PEKUMOM MOIYUEHHsI TEHETUUECKON NH(OpMaLiY, CTaIU 0COOEHHO aKTyaJlbHbIMU. Poccus
CPaBHHUTEJIBHO  HEJAaBHO  TMpHUILIAa K  OCO3HAHUIO  HEOOXOJAUMOCTH  COOTBETCTBYIOLIETO
3aKOHOAATEIBHOTO peryiaupoBaHus. OAHAKO OTJIMYUTENbHAS YepTa TAaKOr'o PEeryJHpoBaHMs OcTajlach
0e3 BHHUMaHUS: YKJIOH OBbUI CIellaH B CTOPOHY MyOJIMYHOTO MpaBa, a HE TPaxkIaHCKO-TPABOBBIX
aCIEKTOB.

s omnpeneneHus rpa’kJaHCKO-TIPABOBOTO pPEKMMa TE€HETHUECKOH HMH(OpMaluu pasinuyue
MEXy TeHETHYeCKOH MH(OpMAIel 1 TeHeTHYECKUMH JaHHBIMUA UMEET NMPUHIUIHAIBFHOE 3HAYCHHE.
I'enetnueckas uHpopMalus - 3TO MEepcOHU(UIMPOBAHHAS TeHeTUYecKas (reHOMHas) MHQopMaIus,
IIOCKOJIbKY OHa HMEEeT WHIUBUAYAIbHYIO JMYHOCTHYIO HpPHUPOAY, KOTOpas MpsIMO WJIM KOCBEHHO
CB3aHa C KOHKPETHBIM WJIHM OIPEIEICHHBIM JIMLIOM. ['€HeTMdyeckue JaHHblE - 3TO HE
MIEPCOHANN3UPOBAaHHbIE (AHOHHMHBIE) F€HETHUYECKHE JaHHbIE, KOTOpbIE YacTO cojep)karcs B 0aze
JTAHHBIX.

['enernyeckas nHGOpMaLKs SBISIOTCS AIEMEHTOM TaKOro HeMaTepualbHOro Onara, Kak TailHa
YaCTHOM XU3HU, T€HETUYECKUE JAHHBIE BBICTYNAIOT, KAK MPABWJIO, DJIEMEHTOM TAaKOIO pe3yjbTaTa
MHTEJJIEKTYaJIbHOM  JesITeNbHOCTH, Kak Oa3za JaHHBIX. He cymiecTByeT JOKTPUHAIbHBIX WM
3aKOHOJATEIbHBIX ~OCHOBAaHMM JUId MpPU3HAHUSA TEHETHMYeCKOW HWHpopMaluu B  KadyecTBe
CaMOCTOSITEJIBHOTO O00BEKTa TIpakJaHCKUX TMpaB. TpeOyercs HOMOJHUTENBHOE 3aKOHOAATEIbHOE
peryaupoBaHue  JESITEeIbHOCTH  OMOOAHKOB, OCYILECTBIIIONIMX  XpaHEHHe OHoMaTepHalioB,
coJiepKallMX reHeTudeckue AaHHble. Ha copepxkaiuecs B Takux 6Mo0aHKax FeHETUYECKUE CBECHUS
JOJDKEH PaclpOCTPaHATHCS MPABOBOM PEXKUM TaliHBbI YACTHOM JKU3HM.

MpaBoBblie Npobaembl 06s3aTeNbHOM reHOMHOIM pernctpaumm 8 Poccum

Huxonaii BnagumupoBuu OnbXxOBUK, KaHI. Op. HayK, JOUEHT Kadeapsl yrojoBHoro mpara (FOU
TTY)

Kpatkoe cogep:xanue gokJaaa

HopmatuBHO-IpaBOBOE pETYIHpPOBaHHE B O0JACTH O0sA3aTEIIBHOW TE€HOMHOW PETHCTpPalUH
(Denepanbhbiii 3ak0oH «O rocyaapcTBEHHOM reHoMHO# peructpauuu B Poccuiickoit denepanumny,
«[Tonoxenue o mopsiike MPOBEACHUS 0053aTEIBHON TOCYyJapCTBEHHON T€HOMHOM perucTpanuu JIuil,
OCY)KJIEHHBIX ¥ OTOBIBAIOIIMX HaKa3aHWE B BHJE JUIICHUS CBOOOJBD», YTBEPKICHHOE
[IpaButensctBoM Poccuiickoit Deneparnuu) mnpexycMaTpuBaeT o00sA3aTeNbHYI0 TOCYAApCTBEHHYIO
TeHOMHYIO PETrHCTpaIlfi0 OCYKIEHHBIX, OTOBIBAIOIINX HAKa3aHWE B BUJE IUIICHHUS CBOOOIBI 3a



TSOHKKOE MJIM 0CO00 TSHKKOE MPECTYIUIEHHE U MPECTYIUICHUs CeKCyallbHOro XapakTepa. K coxanenuto,
5T HOPMATHBHBIE NPABOBBIE AKTHI HE PEIIAIOT PsiJ 3THYECKUX BOIPOCOB, KACAIOIIMXCS IpaBa Ha
JIOCTYIl K TEHOMHOW uH(opManuu, ee KOH(UICHIMAIBHOCTH TpU XpaHEHHH, Iepenade u
YHUUYTOKECHUU.

[IpencraBisiercs, 4TO, HECMOTPS Ha OOS3aTENFHYIO PETUCTPALMI0 T'€HOMA, PEIICHHE 3TUX
BOIPOCOB JIOJIKHO OCHOBBIBaThCS Ha MPUHIKIIAX 00pabOTKH reHeTHuecKo nHpopmanuu. Bo-nepsbix,
OCY>KICHHBIE JOJDKHBI UMETh MIPABO JIOCTYIA K COOCTBEHHOM reHeThYecKoi nHpopMannu. Bo-BTopbIX,
OCYXKIECHHbIE, KaK U JIpyrue Jula Npu J0OpPOBOJbHONM N€HOMHOM PETrHUCTpalMy, JOJDKHBI COXPaHSTh
cBOOOY BBIOOpa MO HCIIOJIB30BAHHIO CBOEH T€HETHYECKOM WH(pOpMAIMU, €CIH 3TO HE CBA3aHO C
IIPENYNPEKACHUEM, PACKpPBITUEM M PACCICIOBAaHUEM IPECTYIUICHHWH, a TaKKe YCTaHOBIICHHEM
JMYHOCTH COBEPIIMBIIMX MX JHI. B-TpeTbuX, OCYXJEHHBIE HE JOJDKHBI OBITH JIMIICHBI MpaBa Ha
KOHQHIEHIIMAIBHOCTh CBOEH TI'€HETHYEeCKOM uHpopMauuMum B  LeIsIX, HE CBA3AHHBIX C
IPENYNPEKIACHUEM, PACKPBITUEM U PpacCiIEOBAaHUEM IMPECTYIUIEHUH, a TaKXKE YCTAaHOBJIEHHEM
JUYHOCTHU COBEPIIMBIINX UX JIULL.

KoHduaeHumanbHocTb reHeTUUeckoit uHpopmaumm B Poccuiickoit deaepaumm:
npo6iembl NPaBOBOro peryanpoBaHuA U NPaBonpUMeHeHuns

Anna BacunseBna Cemsikuna, acupant (FOU TT'Y)

Kpartkoe cogep:xanue 10KJ1a4a

B Bompoce coxpaHeHHs] KOHPHUICHIUATHHOCTH NMEPCOHAIBHON M, B YaCTHOCTHU, T€HETUYECKOM
uHpopmanuu rpaxnad B PO HeoOX0mMMO BBLICIHTH TpH OJIOKA: MPaBOBOW, OPraHW3allMOHHBIA U
TexHuyeckul. B Hactosimiee Bpems B P® oTcyTcTByeT crHelManbHBIM 3aKOH, PErJiaMEHTUPYHOLIUI
NeSTeNILHOCTh 110 cOOpy, XpaHCHHIO, 00paboTKe TreHerndeckoi wH@opMamuu. OTBETCTBEHHOCTH 3a
COBEpIIIEHHE MTPaBOHAPYIIEHUN B 3T0i cepe siBHO HemocTtarouHa. Kpome Toro, aeiictBytomiue B PO
3aKOHBI HE BCET/Ia COOTBETCTBYIOT MOJIOKEHHUSAM EBpPONENCKOl KOHBEHIIMM 110 IIpaBaM 4esoBeka. Tak,
HalpuMep, He TapaHTUPOBAHbI MpPaBa YCHIHOBJIEHHBIX JIML, a TAK)K€ JIML, MOSBUBIIMXCA HA CBET C
IMOMOIIBIO BCIIOMOTATENbHBIX PEMPOAYKTUBHBIX TEXHOJOTHUM, MO IOJYYEHUIO CBEICHHUN O CBOEH
TeHETUYECKON HCTOpUU. 3ajadeldl POCCHIICKOTO 3aKOHOJATeNs B OMiKalline AeCSITUICTHS CTaHeT
MOUCK OajaHca MEXy KOHCTUTYIIMOHHBIMU TIpaBaMU Ipak/iaH, YaCTHBIMH MHTEPECAMH U UHTEpECaMu
o0miecTBa U rocyaapctsa. B ykazaHHoW cdepe A0mKeH ObITh y4TeH 3apyOeKHBIH OMBIT MPaBOBOTO
peryJaupoBaHusi, B TOM 4Kclie, onbIT EBpomneiickoro corosa, mpunssmiero B 2016 r. O6muii peramaMmeHT
o 3amute AaHHbIX (GDPR).

MapannenbHaa ceccua |l — MexXgucumnamMHapHble ctygeH4YecKue
rpynnbl

Kpatkue peKkomeHpauuMm CTyAeHTOB AAA  MNOJUTUKOB MO UCNO/b30BAHUIO
reHeTU4YeCcKom MH(I)OpMaLI,MM B cucteme npasocyama

OcHOBEIBasICh Ha S3HAaHUAX, IIOJTYYCHHBIX B XO/€ BBICTyHHeHHfI, CTYACHTOB IIOIMPOCHUIIN
Pa3ACINUTHCA Ha T'PYIIIbI U BBIIIOJIHUTH CIICAYIOIHE 3a1a1u:

HNm ObL10 NpeaAIOKCHO MNMPCACTAaBUTb, YTO OHH SBJIAIOTCA 4YICHAMU MC)KI[I/ICI_II/IHJ'II/IHapHOF (O)
COBETa IO HCIOJB30BAaHHUIO I'eHETHYCCKOU I/IH(l)OpMaHI/II/I B CUCTCMC IMpPaBOCyAHs, a TAaKXKC HaIlUCAaTb
pPAA KPAaTKUX peKOMCHIIaLII/Iﬁ 11 IMIOJIMTUKOB II0 HMCIIOJIB30BAHHIO TeHEeTHYECKOM I/IH(I)OpMaL[I/II/I B
CUCTCEME NIpaBOCyaus, YUYHUTBIBAA IIPU 3TOM CICAYIOIIUE MOMCEHTBI:

1. 'enoTMIIMpOBaHKE VS CEKBEHUPOBAHUE
2. MOHOT€HHBIE U TOJIUTEHHBIE PUCKH
3. BzaumMHoOe BIHsSIHUE TEHOB U OKPYXKAFOIIEH CpeIbl



4. KonuaeHManbHOCTh U aHOHUMHOCTh

5. Ucnonp30BaHne OTATYAOMNUX U CMATYAIOMNX (aKTOPOB MPY BEIHECEHUU MTPUTOBOpA

6. 'eneTnyeckast r(paMOTHOCTB / 3KCIIEPTH3a 3aMHTEPECOBAHHBIX CTOPOH MPABOCYIUS

7. Ucnonb30BaHre TeHETUYECKOW MH(OpPMALMK B MPABOCYAUH B 3MOXY MCKYCCTBEHHOI'O MHTEJIEKTA
(mampumep, poOOT-CyIbs)

8. Hpyrue Bonpochl

B kaxnayio Tpynmy BONUIM  CTYOEHTHl pa3HbIX (aKylIbTeTOB —  IOPHAUYECKOTO,
¢dunonoruveckoro, QaxKyiabTeTa IICUXOJIOTHUU; a TakKe pasHbIX CTPaH W PErHOHOB, BKIIIOYAs
BenukobOpurtanuto, Poccuro, Unnuto, Upan, Kazaxcran u Adpuky u ap. [locie yaca mHTEHCUBHON
JUCKYCCUU CTYJICHTBHI IPEICTABIIIM YCTHO U MUCbMEHHO CBOM MPEJIJIOKEHUS],  UMEHHO!

e Coszmath TnoOanpHyO opraHusanuio moj srugod OOH wunu aHamorWyHOW oOpraHu3alued, s
pa3paboTKK MpaBUJl HKCHOJB30BAHUS TEHETHYECKOW HH(OpMaIu. DTOT HE3aBUCHUMBIM Opran
JOJI2KCH OBITH MCKIUCHUIUIMHAPHBIM, BKJIHO4Yass TCHCTUKOB, IOPUCTOB, ITOJUTHKOB U T. ., U UI'PAaTh
OCHOBHYIO pOJIb B ONpEIEIIEHUU TOro, KOrjaa, KakuM o0pa3oM M KEM MOTYT HCIOIb3YIOTCS
T'€HECTUYCCKUEC NJaHHBbIC.

e Ha ypoBHE rocyaapcTB JIOJDKHBI OBITH CO3/IaHBI JEMAPTAMEHTHI, KOTOpPhIE OYAYyT peryjinpoBaTh
cOOp ¥ UCHONb30BAaHUE TI'EHETHYECKOH WHPOpMAIMU, U KOHTPOJIUPOBATHCS HOPMaMU
MEXTyHAPOIHOTO MpaBa (KOTOPHIE TaKKe HE0OXOANMO OyIeT CO3/1aTh).

e (Crenyer co31aBaTb HEKOMMEPYECKHE OpraHu3aluu, IMPEACTABISAIOIINE TPYHIbl MEHBIIWHCTB,
J0JIei, KOTOpBhIE HE UMEIOT JIOCTYIAa K CBOMM COOCTBEHHBIM JAHHBIM, JIJIS 3aIllMTHI IPaB YelIOBeKa
U I'paXXJaHCKHUX IIpaB 3TUX JIUII.

e [loBbicuTh YypoBeHb HWH(GOPMUPOBAHHOCTH U OCBEJOMIIEHHOCTH HAaCeleHHs O TOM, Kak
UCIIONIb3YIOTCSl Takue JaHHbIe, YTOOBI JIIOAM MOTJHU OKa3blBaTh BIUSHUE HA COOTBETCTBYIOIIME
3aKOHBI 1 ITOJIUTHUKY.

e Opranusanuu, 3aHuMaromiecs: cekBenupoanreM JJHK, nomkHbel uMeTh 17151 3TOro 000CHOBaHHYIO
MIPUYHUHY.

L OI[HOﬁ U3 BO3MOKHOCTEH NpeaAOTBpaAlICHUA HCCAHKIHMOHUPOBAHHOI'O HCIIOJIb30BAHHUA ABJIACTCA
OTpaHUYEHHUE HCIOIb30BaHUsI T€HOMHOW HH(OpMaluu B TOCYAAPCTBEHHBIX / HEKOMMEPUYECKUX
LEeIsIX - UCHONB30BaHWE AHOHUMHBIX OONBIIMX JAHHBIX JOJDKHO OBITh  OTPaHUYEHO
HCKOMMCPYECKUMU I'OCYy1apCTBCHHBIMHA ITPOCKTAMM.

e OTHOCHUTENBHO XpAHEHHs JaHHBIX: PHUCK JACAHOHHUMH3AIMH MOXET OBbITh IOCJIEI0BATEIHHO
YMEHBIIIEH, €CIIA JaHHBIE OT OTJENbHBIX JIUI OBLIN pa3/ieJIeHbl Ha HECKOIBKO CEKIIUI U COXPAHEHbI
OTJZIEIIBHO.

e B yrosioBHOM mpaBocyauH, B OynylieMm, T€éHETHYECKHE JaHHbIE, HApUMep, TOJUTEHHbBIE OIIEHKH
MOTYT HUCIIOJB30BATHCA JJIsA COCTABJICHUA WHAWBUAYAJIBHBIX ITJIAHOB np06au1/11/1 n p€a6I/IJ'II/ITaIII/II/I B
LIEJIAX CHUXKEHUS PUCKA ITOBTOPHOI'O COBEPILIECHUS MTPECTYILIICHUMN.

Mo sonpocy ucnonbsosaHua MU npu BbiHeceHUU pewieHua / NpUrosopa, CTyAEHTbI
npeanoXunu:

° Pa3pa60TaTI> AJITOPUTMBI, KOTOPBIC OBl pacCUUThIBAIN WX OLUCHUBAJIN CTCIICHb IMPABOMCPHOCTHU
[IPU BBIHECCHUH pPEIIeHHA. B KOHKPETHOM Cilydae, eCiii MpernoiaracéMoe OTKJIOHEHHE TPEBBIIIACT
3a/IaHHBIN TOPOT, 3TOT CITyYail CIEAyeT MepeiaTh Ha PACCMOTPEHHUE CYIbU-UEIOBEKa.

e [lpu perieHHH BOIMPOCOB HEOOXOAMMO YUHUTBIBATH pa3iuuHbe (HDaKTOPHI (B3aHMOIEHCTBHE TEHOB C
OKpYIKaroIien cpeioi).

Opyrue counanbHble npobaembl

o ['eHeTmueckas I/IH(l)OpMaIII/ISI, KoTOpas MOXKET HCIIOJB30BaThCA  IJIA MMPOTrHO3UPOBAHUA
YCIECBACMOCTHU, HC NOJI’KHA BJIMATH HA PCHICHUA TTPU IPHUEMC B O6pa30BaTCJIBHLIC OopraHu3anuvu.



e [loTeHUMANbHO TEeHETHYeCKass HH(OpPMAIMs MOXET HCIOJb30BATHCS KOMIAHMAMHU ISl OTOOpa
COTPY/JHHMKOB, KOTOpbIE HamOoJiee TMOJe3HbB / 00JaJaf0T HauOONBIIUM TOTCHIIHAIOM JIS
KOHKPETHOU pabOTHI.

o [enernyeckass  mH(pOpPMALUs  MOXKET  HUCIOJNB30BAThCS Uil MHOOPMHPOBAaHHA O
MEPCOHATM3UPOBAHHOM OOYYEHMH Ha IIKOJBHOM YpPOBHE (T. €., YYUTENIS MOTYT OIPEIeIHUTH
YUEHHUKOB M UX CKIIOHHOCTH K YPOBHIO O0y4€HUSs / yCIIEBAaEMOCTH), HO OHA HE JOJDKHA MPEeIaBaThCs
3a TpeJeNibl MKOJIBI M HHPOPMUPOBAHUS POJUTEINEH, T.€. HE IOJDKHA OTpaXKaThesl B OPpUIIMATIBHOM
OTYETHOCTH.

e VY poaureneil JOKEH OBITH BRIOOP OTHOCHUTEIBHO TOTO, UCIIOJIB3YIOTCS JIM TeHETHYECKHUE JTaHHbIC
uX Aerel 11 nHPOPMHUPOBAHUS MX 00pa30BaTEIHLHOTO HAPABICHHS, HO 3TO CJIEAYET JeNaTh IOCie
TOT0, KaK POAMUTENN TOTYYUIH HEKOTOPYIO CTEIIEHb FT€HETUYECKON TPAMOTHOCTH.

FeHeTHnuecKan rPAamMmoTHOCTb

e Hauare oOpa3zoBaHue B cepe T'CHETHKM Ha paHHEW CTaguM, 4YTOOBI JIIOJM 3HAIM OCHOBHBIE
MIPUHIUIIBI ¢ PAHHETO BO3pacTa. DTO MOMOXKET CHATh CTUTMATH3aIMI0 Bompoca. ['eHeTnka JomKHa
OBITh BKJIIOYEHA B IIKOJBHYIO NPOrpaMMy ¢ 12 JeT Ha COOTBETCTBYIOIIEM BO3PAacTy YpPOBHE
o0OydeHUHI.

e BKIIOYNTH TEHETUKY B IOJArOTOBKY W OOYy4YEeHHE OPHCTOB, 4TOOBI OHM MOTJH IIOHMMATh
COOTBETCTBYIOIIHE MTPOOIIEMBI, pe(pOPMHUPOBATH 3aKOHBI U MTOJIUTHKY.

e [IpoBecTH TpPEHUHT M TPHUCSHKHBIX U CyAeH IO TMOBBILEHHIO OCBEIOMICHHOCTH O
B3aUMOJCHCTBUAX MEXIy T€HaMU U OKpYKarollei cpenoid, 4ToObl OHM MOHUMAIH OMIMOOYHOCTH
TEHETHYECKOTO JETEPMHHU3MA.

bnaropgapHoctu

Kondepennus  Obuta  opraHu3oBaHa  Npud  ydyacTMM — MexayHapoaHoil — naGopartopuu
MOKIUCIUIUIMHAPHBIX ~ MCCIICOBAHUN  WHIUBUIYAIbHBIX  pasziaumuuid B oOyuenuum  Inlab
(BemukoOputanus) 1 MexIyHapOIHOTO IIEHTpa HCCieoBaHul pa3BuTHs uenoBeka TI'Y B pamkax
uccnenpoBanus 1o rpanty PODU Ne 18-29-14071.
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Mpeacroawme meponpuaTnA, 0b6bABNEHHbIE HA KOHdepeHuun,
ANA cneuuanncTos u obyyarowmxca B obaactm npasa

1. MexxayHapogHaa KoHdepeHUuuAa: «XKU3Hb B aNoXy reHoma, 60nblnX AaHHbIX U
UCKYCCTBEHHOIO WHTENNIEKTA: 3TUYEeCKUe, MNpaBoBble WU Apyrue CouMasbHble
npobnembi»

OL «Cupuycy, . Coun, 20-21 suBaps 2020 r.

Ha xoHdepeHnno NpuHUMarOTCS 3aBKU OT CTYJCHTOB / BBITYCKHUKOB IOPUINYECKUX (aKyIbTETOB U
IOPUCTOB €O Bcell Poccuy, a Takke 0T MEXIYHAPOAHBIX JKCIIEPTOB.

2. 3uMHAA WwKona. «hUccnepoBaHna n X npumeHeHue B 21 Beke»

OLl «Cupuycw, r. Coun, 20 saBaps - 3 ¢pespayst 2020 r.

[lomaya 3asBok Oyzer oTkpeiTa B Ommkaiimiee BpeMmsa. KommdectBo MecT orpaHuudeHo. Beibop
YYAaCTHHKOB OCYIIECTBIIIETCSI Ha KOHKYPCHOW ocHOBe. boiee monpoOHas wHpopmanus Oyner
JOCTYIIHA B OymKaiiiiee Bpemsi.

3. BKnapa B TeKyuime npoekKThbl

KoHTakTHOe nnuo:

daroc Cenura (Fatos Selita) Fatos.Selita@gold.ac.uk
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