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AHHOmMayus. B cmamse paccmampusaromcsi npobriemMHble 80pochl HOp-
MamueHO-Mpasos8oao peayruposaHusi obecrnieyeHust kubepbesonacHocmu
2eHemuyeckux 0aHHbIX. ABMOPOM yKa3blieaemcsi Ha npobersibi 8 npasosol
base, peenameHmupyroweli mpebosgaHusi no cbopy, xpaHeHuro, obpabom-
Ke u nepedaye eeHemu4yeckux 0aHHbIX Kak 0cobo2o suda nepcoHarbHbIX
OaHHbIX. Miccnedyromcesi acnekmbsl He00CMamo4yHoU 3aljuUeHHOCMU 2eHe-
muyeckol UHGbopMayuu U OCHOBHbIE MPUYUHbI U UCMOYHUKU y2po3 Ons
YacmmHbixX U rnybnu4Hbix uHmepecos. lNpednasaromcs nymu o co8epuIeH-
cmeoesaHuo 3akoHoOamernbcmea 8 uernsix npomuegodeticmausi kubeppuc-
KaM 8 yCrio8usix 3HadumeribHo20 pocma obbema eeHemu4eckux 0aHHbIX
8 UHMepHem-rnpocmpaHcmese, 8 4YacmHocmu Heobxodumo ymeepxoeHue
obsi3amernbHbix mpebosaHull be3onacHocmu rpu pabome ¢ eceHemu4eckol
UHopmayuel, ygerudeHUe 0meemcmeeHHOCMU 3a HapyweHUe 3aKOHO-
damernibcmea 8 obrnacmu rnepcoHarbHbIX OaHHbIX, 02paHu4YeHuUe Kpyaa fuy,
umeroujux docmyr K eeHemu4yeckum bazam 0aHHbIX U Opyaue MexaHu3mbl
pasoeoeo peaynupo8aHUs.

Knroyeenlie cnoea: ceHemuyeckasi uHghopmauyusi, besonacHocms, Kubep-
y2p03bl, 2eHOMHbIe uccredo8aHusi, NepCcoHasbHble 0aHHble, UHGhopMayu-
OHHO-aHanumu4eckas cucmema, 6asa eeHemu4eckol UHghopmayuu.
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Legal challenges in ensuring the cybersecurity
of genetic data in the Russian Federation

Abstract. The article explores problematic issues of legal regulation of ge-
netic data cybersecurity. The author points out gaps in the legal framework
regulating the requirements for collection, storage, processing and transfer
of genetic data as a special type of personal data. The author investigates
the aspects of insufficient protection of genetic information and the main
reasons and sources of threats for private and public interests. The author
proposed ways to improve the legislation in order to counteract cyber risks
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in conditions of a significant growth of genetic data in the Internet space, in
particular, to approve mandatory security requirements when dealing with
genetic information, to increase responsibility for violation of legislation in the
field of personal data, to limit the range of persons having access to genetic
databases and other mechanisms of legal regulation.

Keywords: genetic information, security, cyber threats, genomic research,
personal data, information analysis system, genetic information database.

ccnefnoBaHus B obnactu o6paboTku reHeTUYECKUX OaHHbIX ABNATCA O4HON

13 Hanbornee NepcnekTUBHbIX U CTPEMUTENBHO pa3BMBaloLLMXCA obnacTen

YeroBeYecKoro 3HaHus. Hay4Hble 1 TeXHONornyeckne JOCTKEHUS B 06nactu
reHeTVKn obecnevmni cyLLeCcTBEHHOE MNOBbILLEHNE KaYeCTBa YErnoBeYEeCKOM XU3HN, HO
OHU TaKkke HecyT B cebe 1 AONOMHUTENbHbIE PUCKN NCMOMNb30BaHUSA HayYHbIX 3HAHWUIA
BO Bpen YenoBeky, YTo 00A3bIBaeT COBEPLLUEHCTBOBATL rOCyAapCTBEHHOE perynmpo-
BaHWe 3To cdpepbl 0OLLECTBEHHbLIX OTHOLLEHWIA.

C nosiBneHneM Tak HasblBaeMoW reHoMuku BonbLunx AaHHbIX (Big Data Genomics)
MCMNonb30BaHWe reHeTUYECKUX AaHHbIX CTAHOBUTCH BCe Bonee pacnpocTpaHeHHbIM
SIBNEHMEeM, NOABNSATCA HOBbIE Y4aCTHUKM OTHOLLEHWI MO UCNOSIb30BAHUIO FreHETU-
Yyeckux AaHHbIX'. Mo Mepe Toro, kak 06beM AaHHbIX NpodorkaeT BbICTPO yBENUYU-
BaTbCs, BO3HMKAET BCe OOnbLUe BOMPOCOB, CBA3aHHbIX C pa3paboTKON U KOHTpOrem
cobnoaeHnst TpeboBaHUM NO KOHCONMAALUMN OAHHbIX, NONyYaeMbiX B pesynsrate
FEHHO-NHXEHEPHOW AeATENbHOCTU.

PocT o6bema reHeTU4YeCcKUX AaHHbIX KOPPENMpYyeT C AMHAMUYHbLIM Pa3BUTUEM WH-
TEPHET-TEXHOMOMIA, METOAOB OLMMPOBKN AaHHBLIX U CNOCOBOB X XPaHEHUS, KOTOPbIE
NPUMEHSIIOTCA B TOM YKcrie npu paboTe ¢ reHeTU4eckon MHpopmaumen, YTo BeAET K
HeobxoaMMOCTU paspaboTKM KOMMIEKCHBIX MEXaHU3MOB PerynmpoBaHus 3Tomn cdepsl
kmbepnpasoBoro nonsd. OgHMm 13 hakTopoB, CNOCOBCTBOBABLLMX YCKOPEHMIO LIMdpo-
BbIX MPOLECCOB U1, KaK CreACcTBMe, BO3pacTaHWo ponu knbepnpasa, reHeTU4eCcKux
nccnegoBaHUn U NOTPEOHOCTY B perynMpoBaHnn CTPEMUTENBHO Pa3BMBaKOLLNXCA
MH(OPMALMOHHbIX MPABOOTHOLLEHUI, CTana naHgemus kopoHasupyca (COVID-19).

Pa3paboTtka KOHKpEeTHbIX Mep, 06ecnevnBaroLLmMX XpaHeHne, 06paboTky 1 aHanm3
reHeTn4Yeckux AaHHbIx B Poccuiickor ®egepauum npu cobniogeHnm AOMKHOIO YPOBHS
nx 6e3onacHoOCTU, ABMNSIETCA KOMMIEKCHOW 3agayen, B pamkax KOTopow notpebyetcs
pa3peLunTb Kak CyLLeCTBYIOLME, Tak U NOTEHLManbHbIe NpaBoBble Npobrnemsb.

lMockonbKky B3aMmoaencTane cyObekToB 1 OOBbEKTOB OOLLECTBEHHbIX OTHOLLE-
HWIA MO NOBOAY reHEeTUYECKON NHPOPMaLMU B 3HAYUTENBHON CTENEHN MPOUCXOAMUT B
OHNaviH-copmate, O4HUM U3 KITHYEBbIX acNekToB Npu pa3paboTke NpaBOBbIX Mexa-
HM3MOB ABNSAETCS 00ecrnevyeHne BbICOKON CTENEHN UX TMOKOCTM 1 afanTUBHOCTU Npu-
MEHSIEMbIX METOO0B.

B nepBylo odepenb cnegyeT obpaTtuTb BHMMaHWe Ha obLiune TeHaeHUMM B pac-
cmaTpuBaemor 06rnacTn MHPOPMAaLMOHHOIO NPOCTPAHCTBA: POCT NOTpebHOCTEN B
obecneyeHnn KoOHUAEHUMANBHOCTM, OCOBEHHO B OTHOLLEHMM 3aLLUMTbI (PUHAHCOBbIX,

1 Yybykosa C. I MpaBoBble NpobremMbl 3aLLnThl FEHETUYECKON HOPMALIMK: CYyObEKTHBIN Noa-
xop, // BectHuk Yuusepcuteta nmenun O.E. KytadmHa (MIHOA). 2020. Ne 5. C. 96—103.
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reHeTUYeCKNX, MEOULIMHCKMX OAaHHBIX U CBEOEHUA O MECTOHAXOXAEHUN; OCIOXHEHUE
paboTkl C reHeTM4ecKon nHchopMaLmen TpaHCcrpaHUYHOW nepeaaven AaHHbIX; Henpe-
PbIBHYIO NOTPEOHOCTL OpraHn3aumii B COBEPLLUEHCTBOBAHUN yNpaBneHns COOCTBEH-
HbIMU Knbeppuckamu.

[Lpyron onacHomn TeHaeHUMeN, TpebytoLLen CBOEBPEMEHHOTO 1 3pHEKTUBHOIO KOH-
Tpons, ABMSETCA ycuneHme nHtepeca knbepnpecTynHMKoB K LMPOBLIM akTMBaM, B
YaCTHOCTW K NEPCOHarbHbIM, FEHETUYECKUM AaHHbIM Noaen?.

Ha cerogHsilHWMIA AeHb HOpMaTUBHO-MpaBoBas 6asa He oTpaxkaeT Bce 0COBEHHO-
CTW reHeTMYeCcKon MHopmaLmm Kak 0bbekTa MHOPMaLNOHHbBIX MPABOOTHOLLEHNI,
a Takke kak ocoboro BMaa nepcoHanbHbIX AaHHbIX, YTO TpebyeT pa3BuTUsS U COBEP-
LLIEHCTBOBaHUA POCCUNCKOro 3akoHoA4aTeNnbCTBa.

leHeTnYecKkne JaHHble HYXXOarTCs B 0COOOM MPaBOBOM M TEXHUYECKON 3aLumTe.
B poccuiickom 3akoHogaTenscTBe umeetcst npoben B 4acTu 3awmnTbl MHpopMaLumm
0 4YeroBeke, Nony4YeHHON 13 ero Griomatepurarna, KOTOpbI COQEPXKUT rEHETUYECKYHO
NHOPMaLIMIO, NO3BONSAOLLYIO MOMYYNTb O HEM OOMNOMHUTENbHbIE CBEAEHUS (O COCTOSA-
HWUW 300POBbsi, MUTaHWSA, 06pasa XM3HMW, NOBEAEHUYECKNX OCODEHHOCTSAX, YyBCTBUTENb-
HOCTW K hapMakonorMyeckMm npenaparam unu annepreHam v gpyrme nHaMsugyans-
Hble XapaKTepPUCTUKN).

B oTevecTBeHHOM 3aKOHOAATENLCTBE COAEPXKMUTCA JieranbHoe onpeaeneHne reHom-
Hom nHdopmauummn. B cooteeTcTBUM ¢ PeaepanbHbiM 3akoHoM oT 03.12.2008 Ne 242-03
«O rocyaapcTBeHHON reHoMHol peructpauum B Poccuiickon ®epepaumm»® reHomHas
MHOpMaLMs NpeacTaBnseT coboN NnepcoHanbHbIe AaHHbIe, BKITHOYaKLmMe KoamMpo-
BaHHY0 nHdopmauuo 06 onpeaeneHHbix oparmeHTax 4e30KCUMPUOOHYKITEMHOBON
kucnotbl (OHK) dousmyeckoro nvua nnm HEONO3HaAHHOTO TPyNna, He XapaKTepu3yHoLLIMX
nx dounsmornormyeckme ocobeHHoCTH.

Takol noaxod 3akoHodaTerns K reHeTM4ecKon MHopmaLmm noasepraeTca Kpu-
TUKe B topuamnyeckomM coobuuecTtse, Tak kak IHK aBnsieTca HocuTenem reHeTuyYecKom
MHOpMaLMN He TOMbKO O KOHKPETHOM NNLE, HO U O €r0 POACTBEHHMKAX U MOTOMKaX.
Opyrumn cnosamu, ¢ monekyrnon OHK, nommmo ee nHanBmMayanbHOCTU, CBA3AHO U
Apyroe ocHoBormnornaratLlLlee CBOWCTBO — HACNeACTBEHHOCTb U cnocob nepegayn
HacneaCTBEHHOW MHGOpMaLIMK, KacaroLLencs HeonpeaeneHHoro kpyra nuu®.

Camo no cebe obecneveHne knbepbe3onacHOCTU ABNSAETCS MHOMOrpaHHbIM Mpo-
ueccom. NpeacTtaBnseTcs, YTo ANA nogaep)KaHusa OOMKHOro YpoBHst 6e3onacHoCcTm
AaHHbIX BCe YCTPONCTBA, UCMOMNb3yeMble B KOMMAaHWUSX U FOCYAapCTBEHHbIX OpraHax,
OeATernbHOCTb KOTOPbIX CBA3aHa C reHeTUYeCcKon MHpopmaumen, AOMMKHbI UMETL yCTa-
HOBIEHHOE NporpammMHoe obecneyeHve ang 3awuTbl OT BpegoHocHoro MO, a npu
yOoaneHHowm paboTe KpUTUYECKM BaXKHO NPUMEHSITb BUPTYarbHble YacTHble ceTu. [pu
HapyLUEeHN CETEBOrO COEAMHEHUS MONb30BaTENAM AOMKEH aBTOMaTUYECKN BNOKNpo-
BaTbCHA JOCTYN K JOKYMEHTaM, SreKTPOHHOM NoYTe U APpYrMM BaXKHbIM nporpaMmmMam,

2 Jeffrey D. Neuburger and Jonathan P. Mollod. Trends in Privacy and Data Security: 2021 //
Practical Law. 2021. URL: https://content.next.westlaw.com/w-034-22417?isplcus=true&trans
itiontype=default&contextdata=%28sc.default%29 (nata obpawienums: 17.01.2023).

3 C3 P®. 2008. Ne 49. Cr. 5740.

4 Kybumosuuy C. H. AHK kak HocuTenb MHOpMaLnn HeorpaHniyeHHoro Kpyra nuu, // BecTHuk
3KoHOMMYeckon 6esonacHocTn. 2017. Ne 4. C. 186.
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cogepxallmM KoHuaeHUmanbHyo nHgopmaumio. MHorodaktopHas ayTeHTudrKaums
Takxke aBnsieTcs HeobxoaumbiM atpubyTom (ocobeHHo npu paboTe ¢ 6Gazamu reHeTu-
YeCKUX AaHHbIX), MO3BOMSIOLLMM YCNOXHUTL NPOLIECC B3IOMa CUCTEM.

YkasaHHble TpeboBaHMsA 6e30MacHOCTN NPUHUMAIOTCS Ha YPOBHE NOKanbHbIX HOP-
MaTUBHbIX aKTOB, OHAKO A5 06 bEKTMBHOMO NOBbLILLEHNS YPOBHS knbepbesonacHocTu
cnegyeT 3akoHOAATENbHO 3aKpenuTb UX 0653aTenbLHOCTL Npu paboTe C reHeTUYeCcKom
MHpopMaLmMen, COOTBETCTBYOLLNE MePbl OTBETCTBEHHOCTH.

OTcyTCTBME CEPbE3HBIX MEP OTBETCTBEHHOCTU 3a HapyLLEHNs Nopsiaka NpoBeaeHUs
paboT C reHeTUYeCKMMM OaHHbIMU (DaKTUYECKM NPUBOAMUT K Be3HaKasaHHOMY npeHe-
BpexeHnto mepamm knbepbesonacHOCTH, a HapyLUEeHNst 3aKOHOA4ATeNbCTBa O NEPCo-
HamnbHbIX OAHHbIX MPOUCXOAAT NOBCEMECTHO.

K npumepy, B Hayane 2022 r. cTano u3BecTHO 00 yTeyke nepcoHasnbHbIX AaHHbIX
30 MUNIIMOHOB YenoBek B KpynHenwen deaepanbHON MegULMHCKOM KoMnaHuu «emo-
TECT», BbINOMHAKLLEN NabopaTopHyo anarHocTuky®. o ntoram nposepkun Obin 06Ha-
py>XeH aKT NpefocTaBneHnst HE3akOHHOro AoCcTyna K 6a3am AaHHbIX, YTO CNPOBOLN-
poBaro pacnpocTpaHeHve nepcoHarnbHbIX JaHHbIX MAUUeHTOB B VIHTepHeTe.

CornacHo odumumanbHOMY OTBETY NpeactaBuTenen nabopartopuum, npousoLuna
Xakepckas ataka: Ha NpoCTopbl CETWU, MOMUMO CBeAeHUI 06 OKasaHHbIX NauneHTam
ycnyrax co CTOPOHbI naboparopuu, Takke Obinu BbIrpy>xeHbl rurabanTel nepcoHanb-
HbIX JaHHbIX KITMEHTOB. HecMoTps Ha oTpuuaHne nabopaTtopuert BUHbI, Cya NpusHan
KOMMaHno BUHOBHOW B yTEYKe AaHHbIX, a Takke onpegenun cymmy wrpada s 60 000
pybneit®. O4eBMAHO, YTO AAHHLIN pa3mMep OTBETCTBEHHOCTU HECOMOCTaBUM C YLUep-
OOM, HAHECEHHbIM LUMPOKOMY KpPYry ML, NOMb30BaBLUNXCA yCnyramm MeauLMHCKON
KOMMaHuu.

[Opyron npaBoBow npobrnemow, CTosiLLeln nepes 3akoHoaaTenem, ABNAEeTCs CroXx-
HOCTb cobnoaeHnst KOHPUAEHUNANBHOCTU U 06E3NNYEHHOCTU FEHETUYECKMX OaHHbIX.
Mpencepnatens KoHctutyuuorHoro Cyaa P® B. [1. 3opbkuH onpegensiet umMdpoBbie
npasa B TOM YUCIE KaK NpPaBO Ha HENPUKOCHOBEHHOCTb YaCTHOW MH(OpMaLMOHHOM
cdepbl, BKMNYas npaBo Ha KOHUAEHUNANbHOCTb, aHOHUMHOCTb (06€3NMYEHHOCTh)
€ro yxe oundpoBaHHON NepcoHanbHoM MHopmaumun’.

B HeKkoTOpbIX CriyyYasix Leny reHOMHbIX MCCrneaoBaHWin He NO3BOMNAT cobnoaaTth
TpeboBaHMe No 06e3nMYnBaHUI0 NonyvyaemMblx B pesdynsrate paboTbl JaHHbIX. Tem
He MeHee ans cobnoaeHns KOHPUAEHLMANBHOCTU U 3aLUNTLl YaCTHLIX MHTEPECOB
OaHHble, koTopble OyayT nepeaaBaTtbesi B 6a3bl reHETUYECKON MHAOpMaLIMK, AOMKHbI
ObITb NCEBOOHNMN3MPOBAHLI. B eBponerickom 'eHepanbHOM pernameHTe o 3awuTe

5 T'emotecT Ha4an paccnenoBaHve 06 yTedke aaHHbIX 30 MiH knveHToB // URL: https://www.rbc.
ru/society/04/05/2022/6272665b9a794713ec6698dd?f rom=article_body (naTta obpalueHus:
27.01.2023).

6 TMocTtaHoBneHne MyMpoBoro cyabu cyaebHoro ydactka Ne 281 paiioHa BelwHsiku ropoga Mo-
cksbl 0T 08.07.2022 no geny 05-0564/287/2022 // URL: https://mos-sud.ru/287/cases/admin/
details/8d9658fc-9304-417c-bf8f-9389ef8772ac?caseNumber=05-0564/287/2022 (nata obpa-
weHus: 27.01.2023).

7 3opbkuH B. []. TlpaBo B uncdpoBom mupe. PasmebiluneHve Ha nonsx MNetepbyprckoro mexay-
HapogHoro topuanyeckoro gopyma // Poccuitckas raseta. 2018. CtonuuHbiv Bbinyck. Ne 7578
(115).
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nepcoHarnbHbIX AaHHbIX OT 27.04.20168 nog aTow npoueaypor NoHMMaeTcst onpe-
AeneHHas o6paboTka AaHHbIX A5 HEBO3MOXHOCTU €€ OTHECEHUS K KOHKPETHOMY
CcyObeKTy AaHHbIX 6e3 NCnonb30BaHMA AONONMHUTENBHON MHpopmauun. Cneunans-
HbIM YCITOBMEM SBMNSETCA TO, YTO yKasdaHHas AONOMNHUTENbHaA MHAOpMaUns LOMKHa
XPaHUTLCA OTAENBHO C MPUMEHEHNEM TEXHUYECKUX U OPraHn3aumoHHbIX Mep, npesa-
OTBpALLAOLLMX €e HECaHKLMOHNPOBaHHOE pa3srnalleHne’.

MpencraBnseTcsd, YTO eBPONEnCKNn OnbIT MPaBOBOro PerynmpoBaHns SaHHbIX
MOXET ObITb NoneseH npu pa3paboTke COOTBETCTBYOLLMX NPABOBbLIX MEXaHU3MOB B
HauMoHarnbHOM 3aKoHo4aTeNnbCTBe.

CoBcem HegaBHO Obin NpuHAT PegepanbHbii 3akoH 0T 29.12.2022 Ne 643-03
«O BHeceHun nameHeHun B PegepanbHbivi 3akoH “O rocyaapCTBEHHOM perynvMpoBa-
HUM B 06MacTy reHHO-NHXEeHEPHON AeATenbHOCTU » 10, 3akpennaoLWmMin psa BaXHbIX
NonoXeHun B 06nacTy NpaBoBOro perynmpoBaHns obLLeCTBEHHbIX OTHOLLEHWI, BO3-
HMKaKLLMX, N3MEHSAIOLLMXCS U NpekpaLlaoLwmnxcs B npouecce obecneydeHus oboporta
reHeTnyeckon nHgopmaunmn B Poccunckon denepauun.

OcHOBHOW 06beM BHECEHHbIX U3MEHEHUI KacaeTcs co3aaHns MHpOpPMaLMOHHO-
aHanuTM4ecKomn cnctemel «HauunoHanbHasa 6asa reHeTny4eckor nHopmaLmMmny, OCHOB-
HbIMW LIeNsiMU KOTOPOW 3asBreHbl obecneveHne HauuoHansHonm 6e3onacHocTy, oxpa-
Hbl XXM3HW 1 300POBbS rpaxaaH, CyBepeHnTeTa B cpepe XpaHeHUs 1 UCMOoNb30BaHWs
reHeTn4ecknx daHHbIX. IHpopMaumMoHHo-aHanMTu4eckas cuctema Takke npussaHa
obecnevnTb 0OMEH reHeTn4Yeckor nHopmaumen Mmexay obnagatensaMm reHeTUHECKNX
AaHHbIX U roCy4apCTBEHHbIMU OpraHaMu.

Mepepn 3akoHogaTenem CTouT 3agadva pa3paboTky nonoxeHnsa o HaumoHanbHowm
0a3e reHeTMYeCKON MHOPMaLMK, AeTanbHO PErynmpyoLwero pasnmnyHbie acnekTbl
ee paboTbl, B YacTHOCTM chopmaT 06paboTKM 1 COCTaB NPeaoCTaBNAEMbIX CBEAEHUN,
a TakKe MHble acnekTbl ee PYHKUMOHMPOBaHUA. C y4eToM TOro, 4To MHdopmMaLus,
cogepxallasacs B UHOOPMaLMOHHO-aHanMTn4eckon cucteme, byaer obLenocTynHom
1 NpefocTaBnATbCA Ha 6e3B03MEe3QHON OCHOBE, BO3HUKAET BONPOC 06 OrpaHnyeHmm
Kpyra cybbeKkToB, MMEIOLLMX MPAaBO Ha NoryYeHne cogepKallencst B He uHdopmaLluu.

lMpencTtaBnseTcs, YTO NpU YCTAHOBIIEHUN NEPeYHs noryyarenen gaHHoN MHgop-
Mauumn crnegyeT NpeaycMOTPeTb paspeLumnTenbHbIN NopsaoK JOCTyna K MHpopmaum-
OHHO-aHaNUTUYECKOW CUCTEME A1 NNL, HE ABMSAIOLWLMXCSH POCCUNCKUMU FpaXxaaHamm
1 IopuanYeckumMmn nuuammn. B 4actHOCTU, B YCITOBUSIX CITOXKHOW reononmMTUYecKomn cu-
Tyauum uenecoobpasHo orpaHnYnMTbL 4OCTYN ANA NUL, CBA3AHHbIX C HEAPYXXECTBEH-
HbIMW rocyAapcTBamu.

BnepBble 0 He0bx0aNMMOCTM co3gaHus Baskbl reHeTUYecKon MHopmaLumm bbino 3a-
siBneHo MNpesngeHTom PO B 2020 . B nepuog naHaemum kopoHasupyca (COVID-19)",

8 TeHepanbHbIVi pernaMeHT O 3aluTe NepcoHarnbHbIX AaHHbIX OoT 27.04.2016 // URL: https:/
gdpr.eu/tag/gdpr/ (nata obpaiuenus: 25.01.2023).

¢ Cmonb6os A. I1. O cTaHgapT13aumm MeTo40B NCEBAOHUMU3ALMN NEPCOHANbHBIX AaHHbIX B 34pa-
BoOXpaHeHuu // Mpobnembl cTaHaapTusaumm B 3aapasooxpaHeHnmn. 2017. Ne 9-10. C. 25—36.

0 C3 P®. 2023. Ne 1 (4. I). Ct. 90.

" MNopy4enue MpesungeHta PO ot 04.06.2020 Ne Mp-920 «[MepeyeHb NopyyeHuit No ntoram
COBeLLaHus No BONpocaM pasBuUTUS reHeTudecknx TexHonormn» // URL: https://base.garant.
ru/74229773/ (nata obpatuenums: 19.01.2023).
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YTO YACTUYHO OOBACHAET Leny AaHHOrO NopyveHns — obecneyeHne Kkak Hay4yHoro
pasBUTKS, Tak U ONepaTUBHONO pearnpoBaHus Ha NoTeHunanbHble Gruonoruyeckmne
yrpo3bl. PUCK HECaHKLMOHMPOBAHHOIO AOCTYNa K MHOpMaL MK, cogepxallencs B
KOHCONMAMPOBaHHLIX 6a3ax AaHHbIX, HeceT B cebe onacHOCTM Kak Ans YacTHbIX, Tak
1 ans Ny6nmMyHbIX MHTEPECOB, BNMOTh 40 YrPO3 HaLuoHanbHon 6e30nacHoCTuU.

B pesynbraTte umMdpoBM3aLmm nepcoHarnbHble AaHHble B LIMPPOBOM NPOCTPaH-
CTBE JOMKHbI ObITb 3aLUMLLEHbI OT HECAHKLVMOHMPOBAHHOIO AOCTYNa, MoAndUKaLnu,
packpbITUa NyTEM Nepeaadu, a Takke OT YHUUYTOXEHUSA Unn noBpexaeHus. [na obec-
neveHunss 6€30nNacHOCTU NepcoHarnbHbIX AaHHbIX Heobxoanmo padpaboTaTb NOpPsAoK
0obpalLieHns ¢ NnepcoHarnbHbIMY AaHHBIMK B YCIOBUSIX Pa3BUTUSE KWOEPYrpos; BHeOAPUTb
CUCTEMY KOHTpONS 3a cobrnogeHneM KOHPMAEHUNANbLHOCTU U 3aUTON AaHHbIX;
onpenenvTb MacluTabbl pUCKOB, KOTOPbIE MOTYT BO3HUKHYTh B CIlydae HeCaHKLMOHM-
poBaHHO 06paboTKM NepcoHarnbHbIX aHHbIX U OTBETCTBEHHOCTbL B Cllyvae npuymHe-
HMS yepba, CBA3AHHOTO C NTIMYHBbIMY AAHHLIMW, B paMKax UHTEPHET-NPOCTPaHCTBa.

Mo BceM npoueccam, cBA3aHHbIM ¢ 06paboTKoN BONbLUMX NEPCOHAbHbIX AaH-
HbIX, HeOBXO4MMO NMPOBOANTL B COOTBETCTBMM C TpebOBaHMAMM 3aKOHOA4ATENLCTBA
0OBEKTMBHYIO OLEHKY Bpeaa CyObeKkTam nepcoHanbHbIX AaHHbIX, KOTOPbIA NOTEHLM-
anbHO MOXET ObITb NPUYMHEH 2. DTO AaCT BO3MOXHOCTb CBOEBPEMEHHON KOPPEKTU-
pOBKM Mep no obecneveHnto 6e30nacHOCTM JaHHbIX CO CTOPOHbI ONEepaTopoB Nepco-
HamnbHbIX JAHHbIX BO B3aMMOOTHOLLEHMWSAX C BHELLHMMUW NoagpsadYvkamu (Hanpuvep, ¢
obnavHbIMK NpoBarigepamu).

B uenom MOXHO yTBepxaaTb, YTO HOBbIE PUCKM U KMBEPYrpo3bl NOABMAOTCS MO
Mepe Toro, kak cbop 1 Ucnosnb3oBaHMe reHETUYECKUX OaHHbIX CTAHOBATCS LUMPOKO
pacnpocTpaHeHHbIM siBneHneM. Bo3HMKHOBEHME TaKMX PUCKOB YaCTUYHO CBSI3aHO CO
CTPEMUTENbHBLIM NageHNneM CTOMMOCTH cekBeHMpoBaHus [HK, a Takke 4OCTUKEHUAMM
B obnacTun cMHTeTnYeckon bruonormn. 3a nocrnegHne HeCKonbKO NET CTOMMOCTb ce-
KBEHWPOBaHWs Lienoro reHoma cHuamnacek ¢ 1 000 gonnapos CLUA go 100 gonnapos
CLLUA 3a oguH reHom™, a Bcero 15 neT Ha3az CTOMMOCTb AaHHOM npouenypbl 6bina
Ha ypoBHe okono 1 munnuoHa gonnapos CLUA™.

Bcnencreue aToro reHeTuYeckme AaHHble CTaHOBATCS Bce bonee JOCTYMNHbIMA 13
psiAa pasnuyHbiX MHPOPMAaLMOHHBLIX UCTOYHUKOB. [NpeacTaBMTENM YaCTHOIO CeKTopa
3KOHOMUKYM OCYLLECTBNSIKOT COOP reHeTUYECKNX AaHHbIX, HA4YMHAs C NOCTaBLLMKOB YCIyr
B obnactn OHK-gnarHocTukn n coctaBneHnst pogocrioBHbIX, KOTOpbIE Takke 3anu-
CbiBalOTCA 1 B UMPOBOM BUAE, U 3akaHUMBast bapMaLeBTUYECKMMIN KOMMAHUAMM,
BeAYLLMMM aHanu3 gaHHbIX O COCTOSIHMM 300pOBbs NoTpebuTtenen. Takke OaHHbIE
reHepupyrTCs B XO4e uccrneaoBaHuin, prHaHCcMpyemblx rocygapCcTBoM, 1 nonagatoT
B 3NEKTPOHHbIE Gasbl.

2 PepepanbHbIi 3akoH oT 27.07.2006 Ne 152-93 «O nepcoHasnbHbIX AaHHbIX». MoanyHKT 5 4. 1
cT. 18.1// C3 P®. 2006. Ne 31 (4. I). Ct. 3451.

8 Regalado A. China’s BGI says it can sequence a genome for just $100 // MIT Technology
review. 26.02.2020. URL: https://www.technologyreview.com/2020/02/26/905658/china-
bgi-100-dollar-genome/ (aata obpaiyeHus: 23.01.2023).

4 Wetterstrand K. A. DNA Sequencing Costs: Data // National Human Genome Research
Institute. URL: https://www.genome.gov/about-genomics/fact-sheets/dna-sequencing-costs-
data (nata obpatueHus: 23.01.2023).
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3T uccneposaTenbckue NporpaMmbl HECYT B cebe OrpoMHbIA NoTeHunan ans
pa3BUTUS HAYKN N MEAMLUMHbI, KOTOPbIV AACT BO3MOXHOCTb NpeackasblBaTb Npeapac-
NONMOXEHHOCTb K 60Ne3HAM 1 NPOBOAUTL NIeYEHNE C y4EeTOM UHAMBUAYANBHbIX OCO-
©eHHocTel reHeTukn. [na Takoro nporpecca Heobxoaumbl 6onbluve 6a3bl reHeTuye-
CKUX AaHHbIX, BKINoYatoLme pa3HoobpasHble NMMYHbIe AaHHbIE, HAYMHAsA OT AaHHbIX O
COCTOSIHUM 300POBbA U 3aKaHYMBasi BbiOpaHHbIM 06pa3oM Xu3HWU. IMEHHO noaTomy
OHM CTaHOBATCHA 0ObEKTOM 5151 BO3MOXHbIX knbepaTak. Kak npaBuno, Takme 6a3bl
AaHHbIX 06€3NMYMBaOTCA UNW AenaeHTUDULMPYOTCS NyTEM NPUCBOEHNS yHaCTHUKaM
UMpoBbLIX MOEHTUHMKATOPOB BMECTO JIUYHBIX MMEH, OOHAKO B HEKOTOPbIX CIyvasx
AaHHble MOryT ObITb MOBTOPHO MAEHTUMULIMPOBAHbI.

Yrposbl, CBA3aHHbIE C 3TUMW He3alnLEeHHbIMKU 6a3aMu OaHHbIX, YCyryonsoTes ¢
pasBUTMEM UCKYCCTBEHHOIO UHTENMEKTa, 0COOEHHO MaLUMHHOro oby4eHnss — obna-
CTU UCKYCCTBEHHOIO MHTENMNEKTA, CBA3aHHON C 06paboTkom AaHHbIX. [NMpuMeHeHne
MaLUMHHOIO OBYyYeHMS K reHETUYECKMM AaHHbIM CNIOCOBCTBYET YCKOPEHHOMY Pa3BUTUIO
BO3MOXXHOCTEN MEANLIMHCKOM Hayku 1 Bpa4yebHOM NpaKkTuKy no paspaboTke MeToaoB
reHOMHOW ONArHoCTUKN 1 Tepanuu.

B TO e BpemMs 3Tu OOCTMKEHUSA NPegoCTaBnA0T 3M0yMbILLNIEHHNKaM OnacHble
cpencTsa A4Ns UCMOoNb30BaHUSA FEeHETUYECKUX AaHHbIX C LieNblo NpUYnHeHns yulepba
1 MaclwTabupoBaHus yrpos. Hanprmep, ¢ NOMOLLbI0 METOA0B MALLUMHHOIO 00yYeHus
MOXHO ONPEAENUTbL POCT C TOYHOCTLIO 40 HECKOMNBbKUX CAHTUMETPOB'™® nnmn pekoH-
cTpyvpoBaTh YepTbl nuua'. Mpu HanuumMm 6asbl AaHHbIX UL C UMEHAMW, K NpUMepy
6asbl faHHbIX oTorpadumit BogUTENbCKMX NpaB, FTeHETUYECKUE AaHHbIE MOTYT ObITb
NMOBTOPHO UAEHTU(UUMPOBAHbBI C MOMOLLLI MALLMHHOTO 00y4YeHus .

MpuMeHeHWe NCKYCCTBEHHOMO MHTEMNMEKTa K reHETUYECKON NHopMaLmnmn yxe
NPUBENO K 3HAYUTENbHbLIM OTKPbLITUAM U PEBOMIOLMOHHBIM METOAAM NeYeHUs, HO
HEKOTOPbIE U3 3TUX AOCTMKEHMUIN TakKe MOryT ObITb MCNONb30BaHbl A51S pa3paboTku
Buroopyxusa. Hay4Hble OTKpbITMSA B 06NacTi reHeanorum no3BonsioT JoCcTYb Becnpe-
LeAEeHTHOro NOHMMaHNS UCTOPUN, HO TaKXKe MOTyT NPUBECTU K NOTEPE aHOHUMHOCTM
Kak B OHManH-, Tak U B 0prnanH-npoCcTpaHCTBe.

OcobeHHbIN xapakTep reHETUYECKUX AAaHHbIX AenaeT UX 0COBEHHO MHTUMHbIMMU,
3HAYMMbIMU U LIeHHBIMW AN nx obnagatenen. 310 06bACHAETCA TEM, YTO reHeTuYe-
CKve AaHHbIe SBMSATCS NOCTOSHHLIMY Y NPUHAANEXAT YenoBeKy Ha NPOTSXKEHUN BCeW
€r0 XM3HK, YTO HEOTHLEMMEMO MNPUBA3BIBAET UX K NTMYHOCTU HapylieHuns 6esonacHocTu
reHEeTUYECKMX AaHHbIX U3-3a UX HEU3MEHHOW MPUPOALI MOTYT UMETb JOMNTOCPOYHbIE
nocrneacTBus, U X NPaBOBON PEXUM AOMKEH PErynMpoBaTbCs OTAENMbHO OT UHbIX

" Lello L., Avery S. G., Tellier L., Vazquez A. I., Los Campos G. de, Hsu S. D. H. Accurate
Genomic Prediction of Human Height // Genetics. 2018. No. 210 (2). P. 477—497. URL: https://
doi.org/10.1534/genetics.119.302946 (nata obpaiyeHus: 23.01.2023).

6 Robust genome-wide ancestry inference for heterogeneous datasets: illustrated using the
1,000 genome project with 3D facial images / J. Li, T. G. Zarzar, J. D. White [et al.] // Scientific
Reports. No. 10. 11850. 2020. URL: https://doi.org/10.1038/s41598-020-68259-w (nata obpa-
weHns: 19.01.2023).

7 Facial recognition from DNA using face-to-DNA classifiers / D. Sero, A. Zaidi, J. Li [et al.] /
Nature Communications. No. 10, 2557. 2019. URL: https://doi.org/10.1038/s41467-019-
10617-y (nata obpauleHus: 19.01.2023).
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BMAOB AaHHbIX, TaK Kak B Crlydae HapyLleHus KoHUAeHUManbHOCTM Unm Henocpea-
CTBEHHOrO BMeLLIaTeNbCTBa B HACNEACTBEHHOCTb OHOIO YenoBeKka NocrneacTsus MoryT
3aTPOHYTb €ro PpoACTBEHHMKOB.

Ecnu reHeTnyeckne gaHHble AanbHEro POACTBEHHMKA PACKPbITbl, TO MHOXECTBO
POACTBEHHbIX M0AEN OKa3blBaTCA NOA Yrpo30W YyCTaHOBMNEHMS NIMYHOCTM Nocpes-
CTBOM COMOCTaBMeHNs CEMENHbIX 0CODEHHOCTEN reHeTuku. Lienbi psag reHeTu4eckmx
6a3 gaHHbIX OTKPBITOrO Y YaCTUYHO OTKPLITOrO TMNA YXXe JOCTYMHbI Ny6nnyHo, a Apy-
rne 6asbl JaHHbIX NPU3HAHbI YA3BMMbIMU Nepes HeCaHKLIMOHUPOBAHHbLIM JOCTYNOM'™.
Mcnonb3ysa 3T faHHble, YXKe cenvac MOXHO MOEHTUMULMPOBAaTL MHOMMX JNIIOAEN TONbKO
no JHK nx poacTBeHHUKOB.

Xapaktep 1 3Ha4MMOCTb FeHETUYECKUX AaHHbIX, 0becneyeHne 6e30nacHOCTM KOTO-
pbiX NPEAOCTaBUT 3aWnUTy ANns OyayLUMX NOKONEeHUA, UMeeT Nog COO0N KOHCTUTYLN-
OHHOe 060CHOBaHMWe, C y4eTOM TOro, 4YTo B Npeambyrne KoHctutyuum PP onpegeneHa
OTBETCTBEHHOCTb Hapoga Poccuiickoin ®enepaumm nepes cBOUMY NOTOMKaMm'™®.

B03MOXHOCTM MalwmMHHOro obyyeHns no obpaboTke cBeAEHUIN O KynbType, anu-
FEHEeTUYECKNX N STHNYECKUX OCODEHHOCTSIX MOTyT NMPUBECTU K CO34aHUI0 MOAENEN,
NO3BONSAIOLLMX NONyYaTh TOYHbIE NPOrHO3bl AaXe B OTHOLUEeHUM 3aboneBaHun, He
obrnajatoLLmMX BbICOKOW CTENEHbo Hacnegyemoctn?’. YMeHve npefckasbiBath npea-
pacnonoXeHHOCTb K 3ab0oneBaHnsaM 1 NpUMMEHEHNe METOA0B NPEBEHTUBHOW Mean-
LUMHbI CTaHYT KMYeBbIMU dNeMeHTaMy MeauumHbl Oyayliero. OgHako BO3MOXHOCTb
NPOrHO3MPOBAHUSA AaXe HE3HAYUTENbHBIX MO TSXKECTU 3aboneBaHuii B 6onbLIMX Mac-
wtabax NO3BONUT UCMOMb30BaTb YA3BMMOCTY B paMKax LiefbIX coLmMarnbHbIX Fpymnn
NNV NONynALni.

Takum obpasom, Ang psiga knbepyrpos, cBA3aHHbIX C nonyyeHnem n obpaboTkom
reHEeTUYeCKNX OaHHbIX, KpaHe BbICOK PUCK MPUYMHEHUS yulepba Kak KOHKPETHOMY
YeroBekKy, TaK U OTAENbHbLIM rpynnam HaceneHusi, B CBsI3n C YeM 0COOEHHO BO3pacTaeT
porb npoLiecca yCOBEPLLUEHCTBOBaHMSA NpaBoBoN 6a3bl B pamkax LdpoBOro nons.

Mo mepe pa3BUTUS DMOTEXHOMOIUIA MOTYT BO3HUKHYTb M ApYrine noTeHumanbHble
yrpo3bl, KOTOPbI€ B HACTOSILLIEE BPEMSI HE YUMUTBLIBAKOTCSA UMW HE MPOrHO3UPYHOTCA.
30ecb NnpyMeHnMa M3BeCTHas LuTaTa 6biBLiero MmHucTpa o6opoHbl CLUA [JoHanb-
na Pamcdenga: «ECTb n3BeCTHbIE U3BECTHbIE — BELLUU, O KOTOPbIX Mbl 3HAEM, YTO
3HaeM ux. ECTb Takke N3BECTHbIE HEU3BECTHbIE — BELLX, O KOTOPbIX Mbl 3HaEM, YTO
He 3HaeM. Ho elle ecTb HEU3BECTHbIE HEN3BECTHbIE — 3TO BELLW, O KOTOPbIX Mbl HE
3HaeM, 4YTO He 3HaeM nx».

XoTsa Ans NpeaoTBpaLLeHNs Uy CMsaryeHns ByayLwmx yrpo3 MOXHO NPUMEHUTb Pz
Mep, BKMO4asa orpaHvyeHne pasBepTbiBaHUSA MOAENEN UCKYCCTBEHHOTO UHTENMIEKTA,

'8 Greshake B., Bayer P. E., Rausch H., Reda J. openSNP — A Crowdsourced Web Resource
for Personal Genomics // PLoS ONE. 9(3). URL: https://doi.org/10.1371/journal.pone.0089204
(nata obpawenus: 21.01.2023).

9 KoHcTutyums Poccuiickon ®egepaunm (NpuHaTa BCeHapoaHbIM rofiocoBaHneM 12.12.1993
C U3MeHeHusasMUn, ogobpeHHbIMKU B xoae oblepoccuiickoro rornocosaHmsa 01.07.2020) //
URL: http://www.pravo.gov.ru (aata obpatieHus: 20.01.2023).

20 Finding the missing heritability of complex diseases / T. Manolio, F. Collins, N. Cox [et al.] //
Nature. 2009. 461. P. 747—753. URL: https://doi.org/10.1038/nature08494 (nata obpalleHus:
20.01.2023).
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KeCTKoe HOpMaTUBHO-NPAaBOBOE PErynMpoBaHmMe 1 KOHTPOSb 3a BUOTEXHOMNOrMAMH,
HensbexHble OOCTWXEHUS B JaHHOW obnacTu cnegyeT y4uTbiBaTh Npy onpeaeneHmm
6anaHca mexay HeobXoAnMOCTbI0 0becneveHns 4OCTyna K reHeTUYECKUM AaHHbIM U
3awmTomn nx 6esonacHoctTn. OBMEH reHETUYECKUMN AaHHBbIMU U pa3BUTUE TEXHOMOTUI
He MOryT 1 He AOIMKHbI ObITb OCTAHOBMEHbI.

CosnaHune napagurMbl 6€30MaCHOCTU reHETUYECKMX AaHHbIX TpebyeT oObeanHeHNs
YCUINUIA LLIMPOKOTO Kpyra 3aMHTEPEeCOBaHHbIX CTOPOH, MPUBMNEYEHNS COOTBETCTBYHOLLMX
pecypcoB 1 BCeobLLero npusHaH1s reHeTU4eCKon MHAOpMaLIMK Kak KpUTUYECKU Bax-
HOW cocTaBnsoLLen MHPPACTPYKTYPbI, Hy>KOAOLENCcs B 3aLumTe, aHanorMyHon Apyrum
dyHOAAMEHTanbHbIM akTUBaMm.

BUBJTINOTrPAD®UA

1. bonmaHoea E. C., imekosa M. Il. TeHeTn4yeckasn uHgopmauusa B cucteme obb-
€KTOB rpaxaaHckux npae // Lex russica. — 2019. — Ne 6. — C. 110—121.

2. Kybumosuy C. H. OHK kak HocuTenb MHOpMaLumum HEOrpaHUYEHHOro Kpyra nu //
BecTH1K akoHOMUYeckon 6esonacHocTn. — 2017. — Ne 4.

3. MuHbanees A. B. TpaBo 1 coBpeMeHHbIe MHPOPMALIMOHHBIE TEXHOMOMMN: OCHOB-
Hble npobnems // IHdopmaLMoHHOEe NPOCTPaHCTBO: obecneveHne nHdopmaLm-
OHHOW 6e30MacHOCTM 1 NpPaBo : COOPHUK Hay4HbIX Tpyaos / nog pea. T. A. MNMong-
koBou, B. b. HaymoBa, A. B. MuHbaneesa. — M. : UI'M1 PAH, 2018. — C. 86—91.

4. Paccornos M. M., Hybykosa C. I paBoBOe perynMpoBaHue Ucnosb3oBaHus 6aH-
KOB reHeTu4eckon nHcpopmauum // FeHeTnyeckme TeXHONOrMn 1 NPaBo B Nepuos
cTaHoBneHust 6uoakoHomumkun. — 2020. — C. 329—340.

5. Paccornos . M., Yybykosa C. I, Mukyposa /. B. [paBoBoe perynvpoBaHue nc-
Nnonb30BaHWsi reHeTU4ecKon nHdopmavmmn B EBpocotose // ArpapHoe 1 3eMernbHoe
npaBo. — 2019. — Ne 7 (175). — C. 120—123.

6. Yybykosa C. I lMpaBoBble NpobnemMbl 3aLuUTbl rEHETUYECKON MHOPMaLnK: Cyob-
eKTHbIN noaxopd // BecTHuk YHusepcuteta nmenun O.E. KytaduHa (MI'HOA). —
2020. — Ne 5. — C. 96—103.

2/2023



