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AKTyalbHOM 3a7jaueii COBPEMEHHOTO TOCYJapCTBa SIBJISIETCS HAXOXKICHHUE OIl-
TUMaJIbHOTO OajaHca oOecreueHuss OOIIecTBa COIMAIbLHO 3HAYUMON WH(OP-
Maruel u 3amuTa KOHPHUISHIIUATHPHOCTH UH(QOPMAIIMH OTPAHUYEHHOTO JIOC-
Tyna. B oTHOImeHnn reHeTndeckoit nHGpopMaIuu CeroIHsl OYeHb BaKHO HAWTH
TaKoM OaJlaHC, ONPEICIMTh MEXaHU3MbI 3aIlIUTHI IIpaB o0ajaTeield Takol HH-
dbopmanmu. Llenw: aHamu3 mpoOeM 3aluThl ITPaB CYyOBEKTOB TC€HETHYECKOM
uH(pOpMaIlMK B MTPABOBOM TOCYIApPCTBE B YCIOBHSIX Pa3BUTHS WH(OPMAILIMOH-
HOro o01ecTBa. MeToIbl: SMIUPUYECKHE METO/Abl CPAaBHEHHUS, OMHCAHUS, WH-
TEpPIIPETAINH; TEOPETHUECKHE METOABI ()OPMATTLHOU U TUATIEKTUYECKOU JIOTHUKH.
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[TpuMeHsUIIMCh YaCTHOHAYYHBIE METOJBL: IOPUAMKO-TOTMAaTHUYECKU U METOJ
TOJIKOBaHMS IPAaBOBBIX HOpM. Pe3ynbTarhl (BBIBOJBI): B CTaTbe aBTOPOM pac-
CMaTpUBAETCs pa3BUTUE IIPaBa HAa F€HETUYECKYIO0 MH(GOpPMAIMIO KaK IpoIecc,
00yCJIOBJICHHBIM pa3BUTHEM MJIEH MPABOBOTO TOCYAApCTBa. ABTOp JETAET BbI-
BOJI, YTO 3alllMTa IIpaBa Ha FT€HETHUYECKYI0 HH(OopMaIHio o0ycIoBIeHa BO MHO-
T'OM €€ IIPaBOBOM MPUPOAOH. AHAIU3UPYETCS 3aKOHOAATEIBCTBO U Pa3IMUHbIE
TOYKH 3pEHUSI Ha MPUPOJy reHeTudyeckoi nHpopmauu. Jlenaercst BHIBOJ, UTO
OHA SIBJISIETCSI CAMOCTOSATENBHON Pa3HOBUIHOCTBIO IEPCOHAJIBHBIX JAHHBIX Ha-
psany ¢ oOHIeNOCTYMHBIMH MEPCOHATBHBIMU JTaHHBIMU, OOIIMMHU MEpPCOHAIb-
HBIMHU JJAHHBIMH, CIICIIHAIbHBIMU KaTErOPUSMHU NEPCOHANBHBIX JTaHHBIX U OHO-
METPUYECKUMU TEePCOHANBHBIMU JaHHBIMU. PacripocTpaHenue pexuma mnepco-
HAJIBHBIX JAHHBIX HA TeHETUYECKYI0 HH(POPMAILIMIO SBIISIETCS BaXXHBIM UHCTPY-
MEHTOM 3aIllUTHI TIPaB €€ 00Jaaareseld, MOCKOIbKY MO3BOJISIET JIIOOOMY CyOb-
€KTy MEepPCOHANBHBIX JAaHHBIX 3aABUTH O HEJOMYCTUMOCTH CBOOOJHOro 0o0Opa-
IICHUsI TaHHBIX, BBECTU 3alpeT Ha JalibHEeHIIee ee hcroyib3oBaHue. B crarbe
JieNiaeTcsl BHIBOJI, YTO MIPU PETYIMPOBAHUH OTHOIICHUH B cpepe TeHOMHOM MH-
dbopMaruu Kak pa3HOBUAHOCTH MEPCOHANbHBIX AaHHBIX DenepalibHbIN 3aKOH
«O rocynapcTBEHHOM TI'€HOMHOH peructpauuu B Poccuiickoii ®enepanum»
JIOJI’KEH pacCMaTpUBAThHCS KaK CIEMaIbHBINA M0 OTHOLIEHUIO K DenepanbHOMY
3aKk0HY «O NEepCOHAIBHBIX JaHHBIX.

KuroueBble ciioBa: 3anuTa npas; TeHeTHYecKass HH(OpMaIIKs; epCOHAbHbIE
JTaHHBIE; TPABOBOE TOCYAPCTBO; HH(OPMAIIMOHHOE OOIIECTBO.

Hccneoosanue vinonneno npu punancosoti
noooepoicke POOU MK Ne 18-29-16013

[TpaBoBOE TOCYymapcTBO Kak ocobas (mpaBoBasi) ¢popMa opraHU3aIUU U
JESTENIbHOCTH MMYOJIIMYHOW BIIACTH CETOJHS aKTHBHO IMOABEpraetrcs muQpoBoOii
TpaHnchopmanuu Beied 3a TpaHcopmarueil odmectsa u npasa [1; 2; 3; 4].
PazBuTne rmobanbHOr0 MHGOPMAIIMOHHOTO OOIIECTBA IETEPMUHHUPYET CaMbIe
pa3uyHbIe TPOIECCHl ANANTAIlMd W W3MEHEHHS BCEX CBS3CH W OTHOIICHUA,
CKJIQ/IBIBAIOIIUXCS B TIPABOBOM rocyaapctse. Tak, moja BiIustHHeM HHPOpPMATH-
3a1uy U NU(POBU3ALUU CTPEMUTEIHFHO Pa3BUBACTCS MHCTHTYT TPAB U CBOOO]T
YeloBeKa W TpaxaaHuHa. [I[pudeM IMpOUCXOIUT ATO YacCTO HE MOJ BIHSHUEM
rocyaapcrBa, a o0ObekTHBHO. He ciiydailHO 00 3TOM B CBO€ BpeMsl MHCAJ
B.C. HepcecsiHil, yka3piBas, 4TO B IIPAaBOBOM TOCYJIapCTBE «IIpaBa M CBOOOIBI
WH/IMBUIOB, IPABOBOM XapaKkTep MX OTHONICHUH C BIACTHIO — ATO HE MPOIYKT
BOJIM M YCMOTPEHHUSI TIOJIMTUYECKON BJIACTH, a CYIIECTBEHHAs] COCTaBHAs 4acTh
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00BEKTUBHO CKJIAJIBIBAIOIIETOCS B JJAHHOM COOOIIECTBE IpaBa, COOIIOJCHUE
KOTOPOT'O SIBJISETCS IOPUANYECKON 00S3aHHOCTBIO BCEX, M MPEXKIE BCEro Iyd-
JIMYHOM BIJIACTH U €€ IpeACTaBUTENC» [5, c. 16].

[IpaBoBOe perynupoBaHue WHGOPMAIMOHHBIX OTHOIIEHUH B Poccun B
YCIIOBUSX Pa3BUTUS MHPOPMAIIMIOHHOTO OOIECTBA 3a HECKOJIBKO JAECATUIICTUI
MPOILIO MYTh OT OTJEIBHBIX HOPM, TIOCBSAIIEHHBIX WHPOPMAIUH, 10 TPHHSITHS
6a3zoBoro denepanbHoro 3akoHa «O0 wHboOpMaruu, HHOOPMAITMOHHBIX TEX-
HOJIOTHSIX M O 3aluTe MHPOpMaLuu» U pa3padoTku kKoHuenmu Nupopmanu-
oHHOTO Kozxekca © u I{upooro xoxekca 2. Pasurre MHMOPMALHOHHOTO 3a-
KOHOJIATEJIhCTBA U MH(POPMAIIMOHHOTO MpaBa B ATOT MEPUO XapaKTePU3yeTCs
PAIOM 3aKOHOMEPHOCTEH, Cpeau KOTOPBIX MOXHO BBIIEIUTH CJEAYIOLIHE:
pacumpeHue npaB U cBOOOJ MOJ BIMSHHEM HH(OPMAIIMOHHBIX M IU(PPOBBIX
MIPOLIECCOB KaK B TOCYIapCTBE, TaK U BO BCEM MUPE; PACIIMPEHUE CONIEPKAHUS
WH(OPMAIIMOHHBIX KOHCTUTYIIMOHHBIX TPaB U CBOOOJ UeIOBEKAa U TPaXKIaHU-
HA; TIOBBIIICHHE 3HAYUMOCTH MH(GOPMAIMOHHBIX IMpaB M CBOOO] uUejIOBeKa U
rpakJaHMHA B OOIIECTBE U TOCYapCcTBe, 00YCIOBIUBAIOIINX (POPMUPOBAHHUE U
perynupoBaHue WH(POPMAIMOHHON 0€30macHOCTH (B TOM YHCIE Mpearosia-
ramoleil CoOCTOSIHUE 3aIIUIIEHHOCTH JMYHOCTH U MPOSBIsIONIelics B obecre-
YeHUH pealn3allid KOHCTUTYIIMOHHBIX IpaBa M CBOOOJ ueloBeKa M Tpakna-
HUHA, JOCTOMHBIX KauecTBAa M YpPOBHS KM3HH TpaxaaH) u Ap. Cpenu HOBBIX
npaB — MpaB UHGOPMAITMOHHOMN 3MOXU — BBIAESETCS MMPaBO Ha JOCTYI K IKO-
Joruveckor nH(opManuu, MpaBo HA IOCTYN K MH(QOpPMAIMH O IeSTEIbHOCTH
OpraHOB TOCYJapCTBEHHOHN BJIACTH W MECTHOTO CaMOYIIpaBJICHHUA, MPaBO Ha
noctyn B lHTEepHeT, MpaBo Ha TOCTOBEPHYIO MH(POPMALIUIO, IPABO HA 3aAILUTY
OT 3aBeJIOMO JIOKHOH ((eiikoBoi) nHpOpManHK, TpaBO Ha 00ECTICUCHHUE U 3a-
Ty KOH(PHUACHIIMATHHOCTH O0JIaaTeNieil HOBBIX BHIIOB MH(OpMAIMK OTpa-
HUYEHHOI'O JIoCTyna (CEeKpeToB MPOM3BOACTBA, MHCAWIEPCKOW HH(OpMAINH,
KPEAUTHBIX HCTOPUN, HHOOPMALIUKA PEXHMA JOTOBOPHON KOH(MUICHIIMATBLHO-
CTH, psiia HOBBIX Mpo(eCCHOHATBHBIX TalH (ayIUTOpPCKas TaliHa, TaliHa Me-
JIUaru, ooOpa3oBarenbHasl TallHa U JIp.), PAaBO Ha «3a0BEHUE», MPABO Ha Iep-
COHAaJIbHBIEC JaHHbIE U JIpyrue. BHenpenue nudpoBbIX TEXHOJIOTUH, B TIEPBYIO
ouepesb UCKYCCTBEHHOTO MHTEIUICKTAa, HEHPOHHBIX CeTeH, MOPOXKAAET HOBYIO
MIPABOBYIO PEAJIbHOCTh U HOBBIE IIpaBa, HapuUMep, MpaBo Ha Oe30MacHOe HC-
NOJIb30BaHUE HMCKYCCTBEHHOTO MHTEIUIEKTa, MpaBO Ha HMH(OpMUpOBaHHE 00

! Konuenmust Nudopmammonnoro koaekca Poccmiickort deneparnuu / mox pen. W.JI. bauuo.
M. : UI'TI PAH — U3a-Bo «Kanou+» POOU «Peabumuranusy», 2014.

2 MHHKOMCBSI3b HE HCKIIOYaeT BBegeHWs umdpoBoro komekca B Poccmu. URL:
https://www.kommersant.ru/doc/3421372.
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MCIIOJIb30BaHUU T€X WJIM UHBIX HU(GPOBBIX TexHojorui. Ho onHuM u3 kputu-
YECKH BAXXHBIX HMH(DOPMAIMOHHBIX TPaB, KOTOpoe (HOPMUPYETCS CETOAHS B
MEXIYHapOJAHOM TIpaBe U B POCCUICKOM 3aKOHOJATENbCTBE, CIEAYET MpH-
3HATh MPABO YEJIOBEKa Ha 0€30IMacHOE HCIOIH30BAHKE H 3AIIUTY €r0 TeHETH-
yeckoi mHpopMaruu (Jajee — IpaBo Ha reHetudeckyro mHbopmarmio). OHO
HBOJIIOIIMOHUPYET KAaK B paMKaX 3aKOHOJATEIhCTBA O 3aLIUTE MEPCOHATBHBIX
JTaHHBIX, TaK U Yepe3 clielualbHble HOPMbI 3aKOHOJATENIbCTBA O T€HETUYECKOM
uH(pOpPMAIIUU, KOTOPBIE CETOIHS CTPEMUTEIHHO Pa3BUBAIOTCS.

B03MOXHOCTH HCTOIB30BaHUSI KOHKPETHBIX MEXaHU3MOB 3alUTHI Mpa-
Ba YEJIOBEKA HA €r0 TCHETHYECKYI0 WH(OPMAIHUI0 BO MHOTOM OOYCIOBJICHA
peuieHreM npoOaemMbl MOHUMAHUS MPABOBOM MPHUPOABI TaKOM HMHGOpMAaLUU.
Ha mexayHapogHOM ypoBHE TeHEeTHYecKas MH(OpMAIus paccMaTpUBACTCS
KaK «MH(pOopMaIus, Kacaromascs HaCIeICTBEHHBIX XapaKTEPUCTUK OTIEIbHBIX
T, TOJTYYCHHAs] TTyTEeM aHaIn3a HYKJIEWHOBOW KUCIIOTBHI MU APYroro Hayd-
HOTO aHanu3a» °. Ha ypoBHe CoBeta EBponbl 10 r€HETHYECKUMU JTaHHBIMHU
MOHUMAIOTCSI «BCE JAaHHBIC JTIOOOTO pO/a, KacaloIIuecss WM CBSA3aHHBIE C Ha-
CJIEICTBEHHBIMU XapaKTEPUCTUKAMHU HHAWBHUIYYMa, COCTaBISIOIIMMHU Hacje-
JIe TPYIIIBI JIML, CBS3aHHBIX C HUMY ",  TAKKE «II00BIC JaHHBIC, OTHOCSIIIE-
cs K oOMeHy 000 reHeTnuecko mHMOpMaIei, Kacaromencs oTIeIbHOTO
JUIA WU TEHETHYECKON TMHUHM B OTHOIICHHH JTFOOOTO acreKTa 310POBbs WIIH
3a00JIeBaHus, HE3aBUCUMO OT TOTO, SBISETCS JIM 3TO UACHTUPHUIHUPYIOIIUM
MpU3HAKOM WK HEeT» [6, ¢. 352]. B c1. 4 Obmiero pernaMmeHTa 1o 3aliuTe JaH-
HbIX (GDPR) EBpomneiickoro coro3a reHeTHYECKUE TaHHBIC ONPEICISIIOTCS KaK
MEPCOHAIBHBIE JTaHHBIC, OTHOCSIINECS K HACICACTBEHHBIM WU MPUOOpETEeH-
HbIM T€HETHUYECKUM XapaKTepHCTUKaM (PU3MYECKOro JIHIA, KOTOpbIE HaloT
YHUKQIbHYI0 MHPOPMAIUI0 O (U3MOJIOTHUA WM COCTOSHHUU 370POBBSI ITOTO
(bU3UYECKOTO JUIA, KOTOPhIe OBUIM TMOJTYYeHBI B pe3ybTaTe aHaln3a OuoJio-
TUYECKOTro 00pasiia COOTBETCTBYIOIIETO JIMIIA, B YACTHOCTH B Pe3yJbTaTe Xpo-
MocoMmHoro aHanu3za, ananu3a JIHK wnn PHK nnm anann3a WHBIX 3JIE€MEHTOB,
MO3BOJISIOIINX MOJYYUTh SKBUBAJICHTHYIO HH(popManuio [6, c. 352].

Poccuiickuit 3akoHOmaTenb 1MOJ TEHOMHOW HH(POpMAIMEH TOHHMAET
«TEepCOHATbHBIC JaHHBIC, BKIIOUYAIOIINE KOJUPOBAHHYIO MH(POpMAIHo 00 om-

¥ MexayHapoHasi JCKIapalys O IeHeTHUCCKHX JAHHBIX YeloBeka. IIpHHATA Pe30IoLHei
I'enepansroit koHGepenmu FOHECKO mo noknaxy Komuccnu Il Ha 20-M mreHapHOM 3ace-
naunn 16 okrsops 2003 roma [Dmekrponusiii pecype]. URL: http://www.un.org/ru/documents/
decl_conv/declarations/genome_dec.shtml (nara o6pamenus: 15.04.2020).

* Pexomennamust R(97) 5 ot 13 despaist 1997 T. 0 3ammTe MEIMIMHCKAX JaHHBIX (Recommen-
dation No. R (97) 5 on the Protection of Medical Data. Feb. 13, 1997) [OnexrponHsiii pecypc].
URL: http://humanrts.umn.edu/instree/coerecr97-5.html (nata obparenus: 15.04.2020).
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peneNeHHbIX (parMeHTax Je30KCHPHUOOHYKIEHHOBON KHUCIOTHI (PU3UUYECKOTO
JUIA WIK HEOTIO3HAHHOTO TPYyIa, HE XapaKTepusylonue ux (pu3noIoruyeckue
0COBCHHOCTH”.

AHanu3 3aKOHOMATEIhCTBA MO3BOJSET CHAENATh BBIBOJ, YTO T€HOMHAs
uH(popMalrs SBJISETCS CIEUUANIbHON Pa3HOBUIHOCTHIO MEPCOHANBHBIX aH-
HBIX, KOTOPBIC SIBIISIFOTCS, B CBOIO OYepe/b, OCOOBIM TUIIOM HH(OpPMAIIMH OT-
paHudeHHoro nocryna. OgHaKo Takoro MOAX0JAa MPUIEP>KUBAIOTCA HE BCE aB-
topsl. Tak, E.E. bornanoBa cumnraer, 4to «reHOMHass UH(OpMAIHS JIUIIb OT-
YacTH MOXeET OBITh OTHECEHA K IMEePCOHANBHBIM JaHHBIM cyObekTa» [7, ¢. 20].
Jlpyrue CcuuTaroT, 4TO TE€HOMHBIC JTaHHBIC SIBJISIFOTCS HENEPCOHU(PHUIIUPOBAH-
HBIMHU (QHOHMMHU3UPOBAHHBIMH) U «XapakTEePU3YIOTCs (HOpPMAIN30BAHHBIM BH-
JIOM, 4acTO COJZIepKaTcs B MH(POPMAIIMOHHOW CHCTEME U B CBS3M C 3TUM CHC-
tematuzupoBanbl» [8, ¢. 110-121]. U.M. Pacconos, C.I'. UybykoBa yka3biBa-
10T, YTO BO BCEX CTpaHax EBpomeiickoro coro3a B HACTOAIIEE BpEeMs MPOUCXO-
IUT 00paboTKa MCKIIOUYUTENbHO Hekoaupyromux dacteit JIHK. Mmenno stot
BUJ WHPOPMAIIMU MOXKET PacCMaTpPUBATBCS C MO3UIMN 3aKOHOAATEIHCTBA O
MEePCOHANIbHBIX JaHHBIX [6, c. 353]. JlaHHBIE aBTOPBI CUUTAIOT, YTO TE€HETHUYE-
ckasgs uH(oOpManus MpeACTaBIseT COO0M OTACIBbHYIO Pa3HOBHIHOCTH HH()OP-
MalMyd OTPAaHUYEHHOTO JOCTyMa, MOCKOJbKY YacTh Takoil HHQOpMAIUU He
MOJKET OBITh HCIIOJIb30BaHA B MpoOIlecce UICHTU(DUKALNN U HE SBICTCS Tep-
COHAJTLHBIMH JaHHBIMU [9].

Ham mpencraBnsiercs, 4To TeHeTHYecKas HWHQOpMAIHs ITOJDKHA pac-
CMaTpUBATbCAd MMEHHO Kak 0co0as pasHOBHAHOCTb MEPCOHANbHBIX JaHHBIX,
HapsIy ¢ OOIIEeTOCTYMHBIMH MIePCOHATBHBIMU JTaHHBIMH, OOIUMU TTEPCOHATb-
HBIMU JIaHHBIMH, CIIEIIMATIbHBIMU KaTETOPUSIMU TIEPCOHANIBHBIX TAaHHBIX U OHO-
METPUYECKUMHU TIEPCOHANBHBIME JTaHHBIMU. [Ipu 3TOM reHeTndeckas uHpop-
MaIus B ONpEAeIeHHONW YacTH Mpe/ICTaBiIseT coO0i AaHHbIE, KOTOPhIE HE MO-
3BOJISIIOT MICHTU(UIIMPOBATH YEIOBEKAa, HO MPU HAIWYUH JOMOJHUTEIHHBIX
UACHTU(PUIHUPYIOMINX MPU3HAKOB, KOTOPBIE, KaK MPaBUIIO0, HEPA3PHIBHO CBA3a-
Hbl ¢ HUMH. [lomaraem, 4TO, UCTONB3YS MPHEM FOPUIAYCCKON (PUKIIUU, MBI
MO’KEM PACTIPOCTPAHATh Ha 3TU HEUJICHTU(DUIIUPYEMbIe TeHETUYECKUE TaHHBIE,
PEXHUM OTIENBHOTO BHUJA MEPCOHATBHBIX NAHHBIX — T€HETUYECKOW MHGpOpMa-
uu. OOYCIIOBJIEHO 3TO KakK MOBBIIIEHHON 3HaYMMOCTBIO JUJISl YelloBeKa U 00-
mecTBa 10001 reHeTnueckoi nHGopMaIy, Tak U 3(PpPEKTUBHOCTHIO BOZMOX-
HOCTU NMPUMEHEHUS OTIENbHBIX MHCTPYMEHTOB U MEXaHU3Ma 3alllUThl Iepco-
HATBHBIX JTAHHBIX B IIEJIOM.

> DeepanbHblil 3aK0H 0T 3 1ekabps 2008 1. Ne 242-03 «O rocyIapcTBEHHOM TeHOMHOI perH-
crpauuu B Poccuiickoit @enepanmmny // C3 PD. 2008. Ne 49. Cr. 5740.
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Eme omHOM 0COOCHHOCTBIO TeHETHYECKON MH(POpPMAIIUU KaK Pa3HOBHU/I-
HOCTHU MEPCOHAIBHBIX JAHHBIX SBIISECTCS TO, YTO 3Ta WH(OPMAIIUS MOXKET OBITH
U OONIEIOCTYMHBIMU NMEPCOHAIBHBIMU JTaHHBIMHM, U OTHOCHUTHCS K CII€LHANb-
HBIM KaTETOPUSIM TEPCOHAIBHBIX NAaHHBIX (MHGOpPMAIUS O COCTOSHUU 31I0PO-
Bbs). J{151 OTIENbHBIX BUJIOB T€HETHYECKON HH(OpMalliK, HECMOTPSI Ha TO, YTO
@3 «O rocynapcTBEHHON reHOMHON peructpanuu B Poccuiickoit @enepanum»
HE OMpeJeNiseT PeKUM T'eHOMHONW MH(OpMAaIKU Kak OMOMETPUYECKUX Iepco-
HAIBHBIX JTAHHBIX, MBI MOKEM TOBOPHUTH 00 3TOM B OTHOIIEHWUU OTIEIBHBIX
Pa3HOBUAHOCTEH F€HETUYECKUX JTAHHBIX (B 9aCTH OMOJIOTHYECKUX TIPU3HAKOB).

Kak u mro0pie mepcoHaNbHBIE aHHBIC, TeHeTHYecKas WH(OpManus B
HEKOTOPBIX CIIy4asiX MOXET ObITh OTKpbITa. Tak, AOMmycKaeTcsl McClieJOBaHHe
T€HOMHBIX KOJIOB YEJIOBEKa B PEXHMME OTKPBITHIX JTaHHBIX, €CIIA ATO MPSMO
pa3pelieHo YeI0BEKOM UJIM €ro poJICTBEHHUKAaMHU mocie ero cMeptu. O6 3Tom
CBUJICTENLCTBYET U MUPOBas MpakTuka. Hanbomnee U3BECTHBIM SIBIISICTCS WHU-
uurpoBanHbiil [[. Uepuem B ["apBapiackoit meaunuHckon mkosie B 2005 roay
npoekt «llepconanpubiii reHom» (The Personal Genome Project), koTopsiii
OBbLT HAIIPaBJIEH HA U3yYEHHE ATUUECKUX, TPABOBBIX M TEXHUYECKUX ACTIEKTOB,
CBSI3aHHBIX C CO3JIaHWEM ITYOJIIMYHBIX PECypCOB IeHOMOB uesioBeka. CeromHs
3TOT MPOEKT aKTHUBHO PAa3BUBAETCS U OXBATHIBACT 3HAYMTENLHOE KOJIHMYECTBO
YYaCTHUKOB, KOTOPBIE COTJIANIAIOTCS MyOIMYHO OOMEHUBATHCS ITAaHHBIMU O
CBOMX N'€HOMAaX U MX OTJAEJIbHBIX JIEMEHTaX B CBOOOJHOM M OTKPHITON (popme,
YTOOBI WCIOIB30BATh WX JJIsI OECHPEMsITCTBEHHBIX HCCIEAOBAHUN U JPYTUX
HAy4YHBIX 1eJeH, yX0/a 3a MalueHTaMi 1 B KOMMEPUECKHX LEIsIX BO BCEM MHU-
pe. Ha ocHOBaHHMM Takoro corjacusi OpraHH3aTOPBI MPOEKTA CTPEMSITCS CHU-
3UTh KaK MOXHO OOJIbIlie 0aphepoB IS IOCTyNa K TCHOMHBIM JIaHHBIM, YTOOBI
pacIIUpUTh BO3MOKHOCTH U MPHUBJICYh HAYYHOE COOOIECTBO JISI MOTYYCHHS
HOBBIX 3HaHWUW O Owosoruu dYenoBeka. [IyOnu4HBIA OOMEH TEHETHYECKUMU
JAHHBIMU SIBJISIETCSI OCHOBHOM 1IEJIBIO MPOEKTA, MO3TOMY OH COTPYTHUYAET C
y4aCTHUKAMHU, KOTOPbIE MMOJHOCTHIO OCBEIOMJIEHBI O MOCIEICTBUAX U MpodIe-
MaX KOH(HIECHIIMATBHOCTH, CBSI3aHHBIX C OOHApOJOBaHHWEM UX NaHHBIX. [1y0-
JUKyeMble TE€HOMHBIE JaHHBIE MOTYT OBITh JIETKO HUACHTU(DULIHUPYEMBIMHU.
B cBsi3u ¢ 4eM y4aCTHHKM NMPUHUMAIOT JTUYHBIC PEIICHUS O TOM, KaKoi 00beM
JIQHHBIX CJIEYET HCIIOIb30BATh B CBOUX OBIICIOCTYITHBIX IPO(YHIIX °.

B ycnoBusx mudpoBH3anvu aHATOTHYHBIE MPOEKTHI (DYHKIIMOHUPYIOT
y’K€ Ha OCHOBE CHCTEM pacCHpeleICHHOTO PeecTpa, yallle BCEro CUCTEMBbI OJIOK-

® The Personal Genome Project [Dnextponnsri pecypc]. URL: https:/pgp.med.harvard.edu/
about (marta obpamenus: 15.04.2020).
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yeitH. Hanpumep, mpoekt Zenon, coriiacHO KOTOPOMY JIt00O0# YEeIOBEK MOXKET
3aperuCTpUpPOBATHCS Ha MIaTdopme OiokueitH ZenoNn 1 MpeoCTaBUTh CBOIO T'e-
HETUYECKYI0 MHPOPMAIIUIO ¢ KOMMEPUECKON HENbI0 WM MOJYyYeHHUs] TeHeTHYe-
ckux yciyr Ha miatdopme. [Tonap3oBaTenb, co3naBas IUYHBIA aKKayHT, BIIPaBe
YIpaBIATh TOKEHAMU: MOIy4aTh, NEPEBOANUTH, UCIONb30BaTh, TUIATUTH 3a Xpa-
HEHUE JIaHHBIX, TPATUTh HAa T'€HETUYECKUE YCIIYTH, 3arpy’KaTb T€HETHYECKYIO
uHpOpMalINIO, YIIPABIATh NMEPCOHATLHBIMU JTaHHBIMU, 00pabaThIBaTh WHIUBH-
JyaJlbHBIE TMPEJIOKEHHUS], UCTIOIb30BaTh T'eHETUYECKUE YCIYTH M HAacTpauBaTh
YpOBEHb KOH(DUICHITUAITBHOCTH JIJIs1 KOKI0U yCiyrd B otaenbHOCTH [10]. [Tonb-
30BaTellb MOXKET OPOPMUTH HECKOJIBKO PEKUMOB OTKPBITOCTU PACHPOCTpaHse-
MO reHeTH4YecKor MH(OpMAIMK U UHBIX NMEPCOHATBHBIX JAHHBIX: MOJIHAS KOH-
¢uneHInaNIBEHOCTh (TUIATGOPMON MPEAOCTABNIAIOTCS YCIYTH IIU(PPOBAHUS HH-
dbopManuu ¥ XpaHEHWs Ha TUIATHOM OCHOBE), CTaHIApTHAas KOH(UIACHIIMAIb-
HOCTH (OECTIaTHO XpaHATCS aHOHMMHBIE (parMEHThl FeHeTHYeCKOi nHpopma-
IIUH), OTKPBITHINA NOCTYN (OTKPBITAsi MEPCOHAIM3UPOBAHHAs TeHETUYeCKasl WH-
dopmarys XxpaHuTcs OECIUIATHO B OTKPBITOM JIOCTYIIE).

BaxxHoli 0COOCHHOCTHIO MHOTHX 3apyOeXHBIX 0a3 MaHHBIX TeHeTHYe-
CKOM MH(pOpMAIMK SBISETCA TO, YTO YYACTHUKU TaKUX MPOEKTOB JIENAIOT 3a-
sBJIEHUE O OE3yCIIOBHOM MCIIOJIb30BAHUM UX T€HETHYECKOW MH(OopManuu Jiro-
ObiMH criocoOamu, 0e3 OrpaHMYEHHsI CPOKAa M TEPPUTOPUU HCIOJIH30BAHMUA.
PacnpocTpanenue pexnMa NepcOHANbHBIX JaHHBIX Ha T€HETHYECKYIo HHpOp-
MalMIO SBIISETCS BaXXHBIM MHCTPYMEHTOM 3alllUTHI MpaB ee oliagaresneii, mo-
CKOJIbKY IMO3BOJISIET JIOOOMY CYOBEKTY MEPCOHANBHBIX JaHHBIX 3agBUTh O He-
JIOITYCTUMOCTH CBOOOJHOTO OOpAIeHUsI JAaHHBIX, BBECTH 3alpeT Ha JalibHei-
niee ux ucrnosibzoBanrue. COOTBETCTBEHHO, YEIOBEK MOXKET 3allPETUTh U JIallb-
Heiflee OTKPBHITOE UCIOIB30BAaHKUE €r0 TeHOMa, HallpuMep, MyTeM TpeOOBaHUM
K OIepaTtopaM O MPEKpaIIeHUH HCIIOJIb30BAHUSI U OTKPBITHIX 3asBJIEHUN O 3a-
npeTe HeOrpaHMYEHHOMY KPYTY JIMI] UCIOJIb30BaTh T€HETHUECKYI0 HH(pOpMa-
IIUIO B MOJIHOM 00bEMe WJIM €€ YacTH KakK ISl OINpe/esIeHHBIX LIeJiei, Tak U B
JTFOOBIX 1eNsX. 3aKOHOJATENbCTBO O MEPCOHAIBHBIX JTAHHBIX MO3BOJISAET 001a-
JaTelo TeHeTUYeCKo nH(OopMalMKu UCIOIb30BaTh BO3MOKHOCTH OOIIETO pe-
KHUMa peryaupoBaHus MHOOPMAIIMK OrPaHMYEHHOTO JIOCTYIAa U OOLINI pexXxum
NEPCOHAIBHBIX JaHHBIX.

CrenanbpHBIN XapakTep 3allUThl TeHETUYECKOH MH(popMaluu, Ha KO-
TOPBIN YKa3bIBAIOT HEKOTOPHIEC aBTOPHI [9], NIEUCTBUTENBHO CYIIECTBYET, HO OH
HPOSIBJISETCS. B TOM, YTO 3TO 0c00asi pa3HOBUIHOCTH MEPCOHATIBHBIX JTAHHBIX.
O cnenuanabHOM pexuMe reHeTHUYeCKON HHGOpMaIluy KaK BH/a EPCOHANbHBIX
JAHHBIX CBUJETEIbCTBYET pPsij NMPUUMH: 0c00as 3HAYUMOCTH T€HETHUYECKOU
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nHpopmaruu 175 00IIecTBa 1 HEOOXOIUMOCTh €€ 3alUThI, BO3MOXKHOCTD pac-
KpBITUS MH(POpMAIMK, a caMO€ TJIABHOE TO, YTO B CIy4ae aHOHMMHOIO pac-
KPBITUS] TEHOMA CYILECTBYET 00JIbIIasi BEPOATHOCTh IEPCOHANM3ALNN ee 001a-
narenst. Kpome Toro, HeoOX0AMMO yYUTHIBATh, UTO, PACIIPOCTPAHsIsl T€HETHYE-
CKyI0 MH(pOpMaluio, ee 00Jaaaresb OJHOBPEMEHHO PACKPBIBAECT I'€HOMHYIO
UH(OPMALIMIO CBOUX POJCTBEHHUKOB, B CBSI3U C YEM BO3MOXHA M MX HJICHTHU-
¢ukanus. Ha ocHoBaHMM 3TOr0 MOXXHO OBOPUTH, YTO CYOBEKTaMM I'€HETHYe-
CKOM MH(pOpMaIUU SBISIOTCA Kak caMm 00JanaTesib TeHEeTHUeCKol MHGpopma-
UK — (PU3NYECKOE JIUIO, & TAKXKE €ro KPOBHBIE POJCTBEHHUKH, KOTOPBIE TaK-
Ke SBJISIIOTCA 00JIaAaTeNsIMA YaCTH TeHETHYeCKOH MH(OPMAIIMH UX POJICTBEH-
Huka. O0mas reHerudeckas MH(GOpMaIKs poACTBEHHUKOB MO3BOJISET CErOHS
OCYILECTBUTh KOCBEHHO HACHTU(UKAIMIO CyObEKTa MEPCOHAJBHBIX JTAHHBIX,
MO3TOMY 3Ta MH(OPMAIUs TAKKE HOCUT XapakTep MEPCOHAIBHBIX JaHHBIX.
CyOBeKTOM CerofHs MOXHO Ha3BaTb M OMOPOOOTOB, I CO3JaHUS KOTOPBIX
UCIOJIBb3YeTCsl 4acTh NEHETHYECKOI0 Marepuana TOro WM HHOTO CYOBEKTa.
JlanHbIe O0OCTOSATENBCTBA OOYCIOBIUBAIOT HEOOXOAMMOCTh NMPUMEHEHUS CIIie-
[UAJIBHBIX MEP 110 OTPAHWYECHUIO U 3AIINUTE JAaHHBIX IEPCOHAIBHBIX TaHHBIX.

Taxkum o0Opa3zom, ¢ yueToMm crienu(uku JaHHOW MHPOpPMALUU, 0cOO0TO
XapakTepa MJIeHTHU(UKALUHU 110 Hell cyObeKTa NepCOHATIBHBIX JAHHBIX, CHELH-
aJIIbHOTO pexuma, ycranasinuBaeMoro @3 «O rocynapcTBeHHOM F€HOMHOM pe-
ructpanuu B Poccuiickoit deneparumy, monaraem, 4To TeHOMHas WHGOpMa-
Ul — 3TO CIELMaJIbHAs Pa3sHOBUIHOCTH NEPCOHAIBbHBIX JAHHBIX, HA HEE HE
JIOJDKHBI PACIIpOCTPAHATHCS MPaBUiIa O OMOMETPUUECKUX MEPCOHATIBHBIX JaH-
HBIX WJIM PeKUMa HHOTO BU/IA NEPCOHATBHBIX JaHHBIX, €CIH 3TO MPsSMO HE Oy-
JeT IPESYCMOTPEHO 3aKOHOAAaTEILCTBOM O FEHETUYECKOM NH(OpMALIHH.

B craTbe nenaercs BBIBOJ, UTO MPHU PETYIMPOBAHUU OTHOILICHUH B ce-
pe TeHOMHOHM MH(pOpMalMM KaK Pa3HOBUIHOCTU NEPCOHAIBHBIX AaHHBIX De-
JepanbHbld 3ak0H «O rocyJapcTBEHHON T'€HOMHOM peructpauuu B Poccuii-
ckoil denepanu» MOHKEH pacCMaTpPUBATLCA KakK CIEIUAIbHBIA MO OTHOUIE-
HuIo K PenepanbHOMY 3aK0HY «O NepcOHaNbHBIX JaHHBIX». IIpaBoBOM pexum
TFeHEeTU4eCKO MHpOopMaK Kak 0co00i pa3sHOBUIHOCTH MEPCOHAIBHBIX JaH-
HBIX CBf3aH, B MEPBYIO O4Yepe/ib, PaKTOPOM MOTEHIUAIBHON BO3MOXHOCTH HE
TOJIbKO NPSIMOM, HO U KOCBEHHOW MACHTU(PUKAIMHU CyObEKTa NEepCOHAIbHBIX
JAaHHBIX HAa OCHOBE TOM WJIM YacTH NEHETHMYECKHMX JaHHbIX. Pa3zButue cospe-
MEHHBIX TEXHOJIOTMH SIBHO CBUACTEIBCTBYET O TaKMX BO3MOXKHOCTAX. Kak
cnpaBeiBo yka3eiBatoT .M. Pacconos u C.I'. UyOykoBa, yCIIOBHOCTH Jieje-
HUS TeHEeTUYEeCKON MH(OPMaIMU Ha PAa3JInYHbIE BUbI «00OYCIIOBIIEHA OBICTPBIM
pa3BUTHEM HAyKH B JJaHHOH cdepe, MOCKOJIbKY HHPOpMalUs, KOTOpas sBIISET-
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Csl HEUTPaJIbHOM M HE PACKPBIBAIOIICH KaKMX-THOO0 YyBCTBUTEIBHBIX CBEICHUN
CETO/IHsI, Yepe3 HECKOJIbKO JIET MOYKET OKa3aTh CYIECTBEHHOE BIMSHUE Ha
MIPUBATHOCTH CyOBEKTa» [6, ¢. 352].

Cuctema cpescTB 3alUThl TeHETUYECKON MH(OpMAIK B IEPBYIO OYe-
peab BKIIOYAET B ce0sl psii MEPONPUSATUI MO ee COXpaHeHHuo. [lesTenbHOCTh
[0 TOJIYYEHHUIO, YUE€Ty, XpPaHEHHIO, UCIOJIb30BaHUIO, Mepeaaue U YHUUTOXKe-
HUIO OMOJIOTHUYECKOT0 MaTepuala, a Takke 00paboTke reHOMHO# nHdOopMaIuu
B Poccuiickoit denepanuu OCYyLIECTBIIACTCS UCKIIOYATEIBHO B PaAMKax rocy-
JIApCTBEHHON T€HOMHOM perucTparuu. ['ocynapcTBeHHas FT€HOMHAsl perucTpa-
1S IPOBOJIUTCS C COOJIIOZCHNEM OOLIETPU3HAHHBIX MPaB U CBOOO] YesIOBEeKa
U TpaXJaHUHA B COOTBETCTBHM C MPHUHILIUIIAMHU 3aKOHHOCTH, TyMaHU3Ma, KOH-
bUICHIIMATFHOCTH, COYETaHUs JOOPOBOIBLHOCTH M 0Os3aTenbHOCTH. B Poc-
cuiickoi @enepanuy MPOBOJIUTCS TOCYAAPCTBEHHAs T€HOMHAsl PETUCTpALUS
rpaxnan Poccuiickoit @eneparuy, a Tak)ke MHOCTPAHHBIX TPAXKAaH U JIKI 0e3
Ipa)XAaHCTBA, MPOKUBAIOIINX WM BPEMEHHO MPEOBIBAIOIINX HA TEPPUTOPHUU
Poccuiickoit @enepauuu. Hapsny ¢ sTuMu MepamMu HEOOXOIMMO YYUTHIBATH
BO3MOXXHOCTh IIPUMEHEHUSI Mep 3allUThl TeHETUYEeCKONH MH(OpMaLUU, TIpery-
CMOTPEHHBIX 3aKOHO/ATENbCTBOM O MEPCOHAIBHBIX JaHHBIX. DopMupoBaHuEe U
UCIIOJIb30BaHNE «0aHKOB» T'€HETUYECKOro MaTepuaia CBSI3aHO M C HEoOXOIu-
MOCTBIO O0ECIIEUEeHHUSI 3TUYECKOTO PEryIupoBaHHUs cOOpa M HCIOIb30BAHUS
reretudeckoit nudopmarmu [11, c. 86].

Oco06oii 3amuTe J0KHA MOJABEPraThCcsl TeHeTHYecKas MH(pOopManus B
YCJIOBHSIX aKTUBHOTO Pa3BUTHS IUPPOBBIX TexHOJoruid. O6paboTka mepco-
HAJIbHBIX JaHHBIX, B TOM YHCJIe TeHeTUYecKoi nHpopmauuu, B ceTu MHTepHeT
B YCJIOBHSIX TJIO0ATBHOTO MH(GOPMAIIMOHHOTO 001IecTBa U U poBU3aIUU BCe
Yale CBS3bIBACTCS C MPUMEHEHHEM TaKuX IU(POBBIX TEXHOJIOTUH, KaK UCKYC-
CTBEHHBI MHTEIUIEKT U OOJbIlINE JaHHbIE, TIO3BOJISIONIME HA OCHOBE CPOPMHU-
POBAaHHOTO AJTOPUTMA BBICTPOUTH CUCTEMY (PPEKTUBHOTO aHAIN3a OOIBIIOTO
o0beMa reHeTUYECKUX JaHHBIX U MPHUHITHS OBICTPHIX PEUICHHM, KOTOpbIE Yac-
TO Ja)K€ HE MO3BOJIAIOT MOJIYYUTh COTJIacue CyObEKTa MEePCOHAIBHBIX JaHHBIX
Ha MOJ00HOE HMCHOJb30BaHUE. BhICOKas CKOpOCTh M 3HAUUTEIbHBIE OOBEMBI
oOpabaTbiBaeMOil TeHETHYECKOW WH(pOpMAIMU C HCIOJb30BAaHUEM MCKYCCT-
BEHHOT'0 UHTEIIJIEKTa HE MO3BOJIAIOT JOCTATOYHO OMEPAaTUBHO yUYECTh COTJIacue
cyobekra. Kpome TOro, MCronb30BaHHEe MCKYCCTBEHHOI'O WHTEIUIEKTAa 4YacTo
COTIPOBOXAACTCS IOCTATOYHO OOJBITUM KOJIMYECTBOM OIIMOOK M cOOEB, UTO
NPUBOAUT K HapyLUICHUSM NpaB obianaTteneil reHeTHuecko mHpopmanuu. B
CBSI3M C 3TUM OYEHb Ba)KHO BBECTH B 3aKOHOJATENHCTBE CIELHAalbHbIE TPeOo-
BaHUS O HEOOXOIUMOCTH IMOJYYEHHsI OTIIEIBHOTO COracusi o0JyafaTens reHe-
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TUYECKUX JAHHBIX U KAK MUHUMYM €ro OJIM3KUX POJACTBEHHUKOB Ha 00paboTKy
€ro JJaHHBIX C HMCIOJb30BAHUEM TEXHOJOTHM MCKYCCTBEHHOTO MHTEIUIEKTA U
Oonpmux gaHHbIX. C pa3BUTHEM HU(PPOBBIX TEXHOJIOTHH MepeueHb TaKUX TeX-
HOJIOTU MOKET OBITh pacCIIHpeH.
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An urgent task of modern state is to find an optimal balance between providing
society with socially important information and protecting the confidentiality
of limited access information. In regard to genetic information, it is very im-
portant today to find such a balance and to determine the mechanisms for pro-
tecting the rights of owners of such information. Aim: to analyze the problems
of protecting the rights of subjects of genetic information in the rule-of-law
state in terms of the development of information society. Methods: empirical
methods of comparison, description, interpretation; theoretical methods of for-
mal and dialectical logic. Private scientific methods are used: legal-dogmatic
and the method of interpretation of legal norms. Results: in the article, the au-
thor considers the development of the right to genetic information as a process
caused by the development of ideas of the rule-of-law state. The author con-
cludes that the protection of the right to genetic information is largely due to its
legal nature. The legislation and various points of view on the nature of genetic
information are analyzed. The author makes a conclusion that it is an indepen-
dent type of personal data along with publicly available personal data, general
personal data, special categories of personal data and biometric personal data.
The extension of the personal data regime to genetic information is an impor-
tant tool for protecting the rights of its owners, since it allows any subject of
personal data to declare the inadmissibility of free circulation of data, and to
impose a ban on its further use. The author concludes that when regulating re-
lations in the field of genomic information as a type of personal data, the Fed-
eral law “On state genomic registration in the Russian Federation” should be
considered as special in relation to the Federal law “On personal data”.

Key words: protection of rights; genetic information; personal data; rule-of-
law state; information society.
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