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WUHcTuTyT NnpaBoBoro o6ecneyenuns obopora
reHeT4ecKon MHGoOpmaLuu: napagurma
6yaywero MH$oOpMaLMOHHOrO NpaBa’

AHHOTaUMA. AKTYaNbHOCTb NPaBOBOrO PEry/iMpoBaHMA OTHOWEHWN NO 06OPOTY reHeTMYecKon MHbopMaumum
onpeaensaeTca BbIPOCWMM MacWTabom reHeTUYECKUX uccienoBaHuii B mupe. Llenbto HacToAwero nccneno-
BaHWA CNYXKUT onpeaeneHne HOBOro NPaBOBOro MHCTUTYTa obopoTa reHeTuyeckon MHGOPMaLMM U OCHOBHbIX
HanpaBAeHWI pa3BuTMA ByayLLero 3aKoHOAATeNbCTBA. MEeTOA0N0MMUYECKY0 OCHOBY UCCNEAOBAHMA COCTaBUAU
3MNUPUYECKME METOAbI CPAaBHEHUSA, ONMUCAHUA, MHTEPNPETaLLUN; TeopeTUYeCcKMe meToabl GopManbHON U aua-
NEeKTUYECKOMN NNOTUKU; YaCTHOHay4YHble MeToAbl: MeTOA, CPaBHUTENbHOIO NPaBOBeAEHUA U METOL TONKOBAHUA
npaBoBbIX HOPM. B KauecTBe pesynbTaTa HayYHOro UCCNEA0BaHUA aBTOPbl KOHCTAaTUMPYIOT, YTO HabatogaeTca
npouecc 060cobneHMA NOKa ele HEMHOTOUYNCNEHHbIX HOPM MpPaBa No 060pPOTy reHeTUYecKol MHbopMaLUK B
OTAENbHbIV MHCTUTYT B CUCTEME OTPacIM MHPOPMALMOHHOTO NpaBa.

Pa3BMBalOWMIACA MHCTUTYT AOKEH BKAOYATb HOPMbI-NPUHLMNBI 060poTa U 06pPaboTKN reHeTUYEeCKON WUH-
bopmaumm; HopMbl, 3aKpenasaoWwme Npasa U 06A3aHHOCTU CY6BEKTOB MHPOPMALMOHHBIX MPAaBOOTHOLLIEHWH,
CBA3aHHblE C 060POTOM FreHeTUYECKOM MHPOPMALLMKN; HOPMbI, YCTaHAB/MBalOLWME NPABOBOM pexxum buonoru-
Yyeckux 6aHKoB 1 HaumMoHanbHOM 6a3bl reHeTUYeCKoM MHPOPMaLMK; OXPaHUTEIbHbIE HOPMbI MO FOCYAAPCTBEH-
HOMY HaA30py 3a AeATe/IbHOCTbio CybbeKkToB B chepe 0bopoTa reHeTUYeCcKol MHGOpMaLMK; cneumanbHble
HOPMbl 06 OTBETCTBEHHOCTU 33 HapyLLUEeHWUA TPeboBaHMI 3aKOHa.

Hanbonee adpdeKkTnBHbIM peLleHnem npobaembl NPaBoOBOro PeryMpoBaHMA OTHOLWEHWI No 060poTy reHeTuYe-
CKon nHbopmaumm B Poccuinckoit Pegepaumnm apnaeTca NpUHATUE CneumanbHOro 3akoHa.

NHbopmaumoHHasa AeATeNbHOCTb PA3/IMYHbIX CyOBEKTOB B A@HHOM chepe 3a4acTyro HOCUT MEXAYHAPOAHbIN
XapaKTep u ocyuecTsaseTca Ha 6aze HOPM MeXAYHaPOAHbIX OTOBOPOB W HALLMOHA/bHOFO 3aKOHOAATENbCTBA.
B 3TOW CBA3M NpeACTaBAseTCA NPaBUAbHbIM 3aNyCTUTb LUMPOKOe 0bCyKaeHWe creaytowmx npobaem obopoTa
reHeTMYecKon MHPOPMALMKN Ha YPOBHE MEXKAYHAPOAHOro Hay4HOro coobluLecTsa: onpeaeneHune yrpos; ycra-
HOB/IEHME BO3MOHbIX PUCKOB NPUMEHEHUA MHPOPMALMOHHbIX TEXHOIOTUI B MeaULMHE; YHUDUKaLLMA MeXa-
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Abstract. The increased scale of genetic research in the world determines the relevance of legal regulation of
relations on the turnover of genetic information. The purpose of this study is to define a new legal institution
for the circulation of genetic information and the main directions of development of future legislation. The
methodological basis of the study comprises empirical methods of comparison, description, interpretation;
theoretical methods of formal and dialectical logic; private scientific methods: the method of comparative
jurisprudence and the method of interpretation of legal norms. The results of the study allow the authors to
state that there is a process of separation of the still few legal norms on the turnover of genetic information into
a separate institution in the system of the information law branch.

The developing institute should include norms (principles) of turnover and processing of genetic information.
These are norms that consolidate the rights and obligations of subjects of information legal relations regarding the
turnover of genetic information; norms that establish the legal regime of biological banks and national databases
of genetic information; protective norms for state supervision of the activities of subjects in the field of turnover
of genetic information; special norms on liability for violations of the requirements of the law.

The most effective solution to the problem of legal regulation of relations on the turnover of genetic information
in the Russian Federation is the adoption of a special law.

The information activities of various entities in this area are often international in nature and are based on the
norms established in treaties and national legislation. In this regard, it seems appropriate to launch a broad
discussion of the problems of genetic information turnover at the level of the international scientific community.
These should include identification of threats; identification of possible risks of using information technologies
in medicine; unification of digital identification mechanisms; development of ethical codes of conduct for the
scientific community; use of foresight methodology in order to develop common positions.

Keywords: legal doctrine; institution of law; information law; genetic technologies; genetic testing; genetic
information; discrimination; personal data; protection of genetic information; genetic data banks; national
database of genetic information.
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paradigma budushchego informatsionnogo prava [Institution of Legal Support for the Turnover of Genetic
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JeatenbHoCTb B chepe UccnenoBaHma reHoma
CO343€eT OrPOMHble 06bEMbI rEHETUYECKUX AaH-
HbIX, KOTOPble LWMPOKO UCMNONb3YIOTCA B pa3iny-
HbIX MCCAeA0BaTENbCKUX MPOeKTax®.

Tak, 14 mas 2020 r. MNMpe3ngeHT PO Bragnummp
MyTWH Ha COBELL,AHNK NO BOMPOCAM Pa3BUTKUA re-
HETUYECKUX TEXHO/IOTMI 3a8BUA O Heobxoanmo-
CTM CO343aHMA HAUMOHaNbHOW 6a3bl reHeTUYecKom
nHbopmaumm, nopyums Mpasutenbctey PO opra-
HM30BaTb PaboTy B JaHHOM HanpasneHun. OgHa
U3 KAKYEBbIX 3334 AaHHOrO NPOEKTa COCTOUT
B TOM, YTODObl «Ha OCHOBE eAMHbIX CTAHAAPTOB
obecneynTb 3aWUTY AAHHBIX, UX XpPaHEHWE, nepe-
Aauy, pa3paboTKy NporpaMmHbIX CPeaCcTB NOMCKA,
aHanM3a u MOAENNPOBaHUA reHeTUYecKon UHdop-
Mauumn»?,

KOHTpO/b MCNONb30BaHUA reHETUYECKUX AaH-
HbIX B HacToALee Bpema ABNAETCA aKTya/ibHOM
npobaemoit, KOTopaa HaNPAMYHO CBA3aHa C 3alLu-
TOM OCHOBHbIX NpaB K cBobog Yenoseka, ¢ npa-
BOM MHAMBUAA HA KOHGUAEHUMNANBHOCTb JINYHOM
nHdopmauum.

8 nioHA 2020 r. 6611 NpuHAT PegepanbHbIi 3a-
KoH N2 168-d3 «O eanHom peaepanbHOM MHPOP-
MaLMOHHOM PErncTpe, CoAep Kallem CBeaeH A O
HaceneHun Poccuiickoin Pegepauumn»®, KOTOpbIN
pernameHTUpyeT OTHoLeHUA no cbopy, obpaboTke,
XPaHEHWIO, MONTYYEHMIO, UCMO/Ib30BAHUIO NEPCo-
Ha/NbHOW MHbOPMaLMKM, a TaKKe obecneyeHue
AKTYyaNIbHOCTM M AOCTOBEPHOCTUN UHbIX CBELAEHUI
0 HaceneHuu cTpaHbl. Co3gaBaemasn nHdopmalm-
OHHasA CMCTeMa NO3BOJIUT CBA3ATb MeX Ay cobol
pasfiMYHble CBEAEHUA O rPaKaaHax, KoTopble yKe
NCNONb3YIOT Pa3/INYHbIE rOCYAAPCTBEHHbIE OPraHbl.
B peructpe 6yzeT XpaHWUTLCA MO NPUHLMNY pacnpe-
AeneHHol 6a3bl 4aHHbIX OCHOBHasA MHGOpPMaLmA O
YyesloBEKe, a TaK¥Ke pas/inyHble JOMNOSHUTENbHbIE
naeHTMdUKaTopbl. B KOHEYHOM MUTOrE peyb MaeT 06
conpsirkeHmn 6as AaHHbIX pa3HOM NPaBOBOMN NpuU-
poAbl, B TOM YnCNe U reHeTUYeckux. Kak npeacras-
nAeTcs, BnocneacTsmMm byaeT co3aaHa 3akpbitas
3KocUCTEMA B LieNiAX pa3BepTbiBaHUA U QYHKLMO-

HUPOBAHMA CUCTEMbI MCKYCCTBEHHOTO MHTEN/IEKTa,
paboTalouein ¢ HoBbIMM aHCAMBIAMM AaHHbIX.

Bce 310 NpesonpesensieT BaKHOCTb AaslbHel-
LLIero TeopeTUYecKkoro ccnegoBaHMa MHCTUTYTA
npaBoBOro obecneyeHna obopoTa reHeTUYECKoM
nHbOpMaLMn, TaK KaK UMeHHO ¢ 6a30BbIMM LLEH-
HOCTAMM M YCTAaHOBKAMM, JieXKallMMKN B OCHOBE
HOPMATMBHbIX aKTOB, CBi3aHa BbipaboTKa HOBbIX
topuamyeckmx npasua. Camo npaBo BbICTyNaeT of-
HOBPEMEHHO KaK KOHLIEMT WU KOHCTPYKT, colManb-
Hoe sIBNeHME U CouManbHbIN NPOAYKT, GeHOMeH
PerynapHbIX NPaKTUK U NOINTUYECKOTO NPOEKTU-
poBaHua®.

CeroaHs BO3HMKAM BCe NpPeAnoCbINKKU A8
BblAE/IEHNA HOBOIO MHCTUTYTa NpaBoBOro obec-
neyeHus obopoTa reHeTU4YeCcKon MHopmMaLumn
C No3MuUMM oTpacam MHPOpPMaLMOHHOTrOo Npasa.
B naHHOM cnyvyae peyb MaeT O IPUAUYECKOM
WMHCTUTYTE B CTPYKTYype onpeaeneHHol oTpacam
KaK aHcambne B3aMMOCBSI3aHHbIX HOPM Npaga.
B 3TOM KOHTEKCTe cneayeT CorlacuTbCa C No3u-
umeit O. C. Modde, KoTopbIit B CBOE BpemsaA nmcan
0 TOM, YTO €C/IN Mbl UMeeM B BUAY 0bbl4yHOE C/o-
BoynoTpebseHne, TO HUKAaKUX OLNBOK BbiTb He
MOMKET, TaK KaK KaTeropmsa «MHCTUTYT» O3Hayaer
«yCTaHOBJIEHME», N TOraa Bce B 0b6nacTu npasa
MOKHO Ha3blBaTb MHCTUTYTOM, HAYMHAA OT CaMOro
npasa M 3aKaHuYMBan NtobbIMM 06begnHEHNAMN
ero Hopm. OgHaKo, Korga naeT pa3roBop O Hpu-
ANYECKOM UHCTUTYTE KaK CTPOro Hay4yHOM MoHsA-
Tnu, oH, 6e3ycnoBHO, AoMKeH 0bnaaaTb Heob-
XOAMMOI onpeaeneHHocTbio’. Mo3aTomy cuntaem
HEeobXoAMMbIM BblAENUTb YXKe HameTuBLLMnecs
XapaKTepHble YepTbl, AOKTPUHANbHbIE NOAXOAbI,
npaBuia MHTEPNPETALMOHHOM TEXHUKN, KpUTEPUN
060c061EHNS HOBOFO MHCTUTYTa NpaBa B cUcTeMe
npaBa, a TaKXe B CUCTeME NHHOBALMOHHbIX Hayu-
HbIX 3HaHWI. [lNA 3TOro OTTONIKHEMCA OT 6a30BbIX
MoCTyNaToB, BbIPabOTaHHbIX BEAYLLMMWN TEOPETU-
KaMW COBPEMEeHHOro poCCUMCKOro npasa, 3ano-
KMBLUUX OCHOBbI AN NOCTPOEHUS Napaaurmbl by-
AyLLEero npasa Ha MHorne gecatunetua snepead.

3 Rassolov I. M., Chubukova S. G., Mokhov A. A., Shagieva R. V. Genetic information and personal data under
conditions of digital transformation // International Journal of Psychosocial Rehabilitation, 2020. Vol. 24,
Iss. 07. P. 284—292. ISSN: 1475-7192. URL: https://doi.org/10.37200/1JPR/V2417/PR2700028.

CoBelwaHne 0 PasBUTUKN FreHETUYECKUX TexHonoruit B Poccun // OduumanbHbiii canT NpesmaeHta Poccuu.

URL: http://kremlin.ru/events/president/news/63350 (aata obpalueHnn: 24.06.2021).

> C3 P®.2020. Ne 24. Ct. 3742.

6 BedeHees 0. A. CMmeHa reluTasibTa: lOpUCNpyAeHUmMa B anoxy nepeme // lfocyzapcTso u npaso. 2020. Ne 1. C. 8-9.

3anuckm BHUNUC3. M., 1968. Boin. 14. C. 51.

Noghpe O. C. CTpyKTypHble NoApasaeieHns CUCTEMbI Mpasa (Ha MaTepuanax rpaskgaHcKkoro npasa) // Yuexble

8 Cm., Hanpumep: Pacconos M. M. dnemeHTbl NPaBoBoi KubepHeTukn. M. : Akagemuna MBJ, CCCP, 1976.96c. ;
Pacconos M. M. YnpasneHue, uipopmauma u npaso. M. : Mbicnb, 1983. 157 c. ; Kepumos []. A. KnbepHeTuka
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Kak nonaratot N. ®. KasbmuH 1 B. M. Cbipblx,
NpaBoBOM MHCTUTYT NpeacTaBaseT cobol cmcre-
MY «B3aMMOCBS3aHHbIX HOPM, PEryAnpPYHLLNX
OTHOCUTENbHO CaMOCTOATE/IbHYO COBOKYMHOCTb
06LIECTBEHHbIX OTHOLLEHWUI NN KaKMEe-TO UX KOM-
NOHEHTbI, CBOMCTBa»®. B 3TOM CBA3M IOPUANYECKUM
Kputepmem obocobneHuns onpeneneHHomn coBo-
KYMHOCTM HOPM B KOHKPETHbIN MHCTUTYT Npaga,
MO MHEHMIO YUYEHbIX, CYXKaT TPU NpU3HaKa: lopu-
AMYecKoe eAMHCTBO NPaBOBbIX HOPM; NO/IHOTA
peryinpoBaHua onpeneneHHON COBOKYMHOCTH
0bLecTBeHHbIX OTHOLWEHNI; 060cobieHme HopMm,
0bpa3syolnx NpaBoBO UHCTUTYT, B r1aBax, pas-
Aenax, 4aCcTax HOPMaTUBHbIX NPaBOBbIX aKTOB.

Ha npur3HaK «060c06/1eHNsA» COOTBETCTBYOLLMX
aHcambneit HoOpm NpaBa HEOAHOKPATHO YKa3bIBan
B cBomx pabotax C. C. AnekceeB. OH cuMTan, 4to
Nlob6oMy NPaBoOBOMY MHCTUTYTY Heobxoanmo ¢op-
manbHoe obocobneHne NMbo B caMoOm HOPMaTKB-
HOM MPaBOBOM aKTe, MO0 B COOTBETCTBYHOLLEN
rnase unm pasgene®C,

E. A. Ixkanunosa Hanbosiee NONHO Bblaenmna
NMPU3HAKM NPaBOBOro MHCTUTYTA, B YMC/IE KOTO-
PbIX: KOMMJIEKCHOCTb; Hanuyme cobcTBeHHoM che-
pbl BO34ENCTBMA COOTBETCTBYHOLIMX HOPM NpPaBa;
HanMymne oYeBUAHON CUCTEeMaTU3aLLMK FPynnbl
HOPM MNpaBa Mo NpeamMeTy peryanpoBaHna AaHHO-
ro MHCTUTYTA; CTPYKTYPHOCTb HOPM, 06pasyoLLmxX
WMHCTUTYT NpaBa; eAUHCTBO M 3aKOHOAATE/bHbIN
3amblicefi; CyLecTBOBaHUE onpeaeneHHoro Kpyra
06bEKTOB U CyOBEKTOB, Ha KOTOPbIX OCYLLECTB/IA-
eTcA perynaupytolee Bo3aencTeme AaHHbIX Hopmtl,

E. A. Kupumosa nog npaBoBbIM MHCTUTYTOM
noHMMaeT «06beKTUBHO CKNaablBatolleecs npa-
BOBOe 06pa3oBaHMe, KOTOpPOe afeKBATHO OTpa-
¥KaeT BCIO NaNnTPY 06LLEeCTBEHHbIX NpoLLeccoB»!?,
B ee paboTe oTmMeyaloTcs TaKMe BaxKHble NpuU3Ha-
KM NPaBOBOro MHCTUTYTa, KaK ero oTHOCUTE/IbHas
CaMOCTOATENIbHOCTb B pernameHTauum oboco-
6MBLUMXCA BUAOBbIX 06LLECTBEHHbIX OTHOLLEHW

BHYTPU KOHKPETHOM OTPAC/IN; YCTOMYMBOCTb U Crie-
UMPUYHOCTb METOAA NPABOBOIO PEryIMPOBAHUSA;
HenocpeAcTBEHHAA CBA3b HOPM MpaBa ¢ ocobeH-
HOCTAMM pPerynmpyembix UMM o0bLL,ECTBEHHbIX OT-
HOLWEHMIN; BO3MOXHOCTb GOPMMPOBAHNA 0OLLMX
MOHATUM B PaMKax BUAOBbIX ABAEHUIA.

3TW HOBble reHeTU4eckme MHGOPMaLMOHHbIEe
OTHOLUEHMSA, O4YEBUAHO, HYXKAAIOTCA B MPAaBOBOM
perynnposaHun. JaHHan coumanbHasa chepa He
MOMKEeT CylLecTBOBaTb 6e3 BO34elCTBMSA HA Hee
nosnTueHoro npasa. B pabote C. C. Anekceesa
«Teopua NpaBa» AaeTcA BeCbMA YAA4HbIM, Ha
Hal B3rnA4, TEPMMH «HEepa3BUTOE NPaBO», KOTO-
pbili YKa3bliBaeT Ha TO NOJe, r4e NpaBo «He pac-
KpblJ1OCb, HE Pa3BEPHY/I0 CBOM CBOMCTBA Kak
CaMOCTOATENIbHOTO U “CUNBbHOIO” HOPMATUBHOTO
coumanbHoro GeHomeHa, UrpatoLLEero CBO OCo-
Byto ponb»'3. Takyto xapaKTepUCTUKY MOXHO AaTb
cerogHs v npasy, dopmupytowemyca B chepe 060-
poTa reHeTuYecKoi nHbopmaumm (oT popmmpyto-
LLLEroca MHCTUTYTA K OTPAC/IM FeHEeTMYECKOro Npasa
M HOBOTO NpaBa ryMaHUTapPHbIX TEXHONOTUIA).

Ha cerogHAWHUIN AeHb MOXHO OTMETUTb COCY-
LLLeCTBOBaHNE HOPM O reEHETUYECKON MHPOPMALMK
B cucTEeMe MHPOPMALMOHHOIO, FPaXKAAHCKOIOo U
aAMUHUCTPATMBHOIO NpaBa, a TakXKe npouecc
060c061EHNA 3TUX HOPM B POCCUINCKOM U MEKAY-
HapoAHOM 3aKOHOAaTEe/IbCTBE.

MHCTUTYT NpaBoBOro obecneyeHns obopoTa re-
HeTuyeckon MHGopmaLUK, Ha HaLL B3FNAL, MOXKET
BbICTYNaTb KOMNJIEKCHbIM (MM CMELIAHHbIM) UH-
CTUTYTOM, MNOCKOJIbKY 34€Cb B ONpeaeseHHbIX CNy-
Yaax «OA4HU U Te e obLecTBeHHble OTHOLWEHWNSA
peryinpyroTca HOpMamm PasfiNYHbIX oTpacnem
npasa»!*. N B 3TOM CMbIC/ie YKa3aHHble HOPMbI
moryT B byaylem cbopmmnpoBaTb TaK HasbiBae-
MbI¥ KOMMANEKCHbIA MeXOTPac/eBON UHCTUTYT
npasa.

TaK, HopmMamu UHoOpPMaUyUOHHO20 Npasa u
2pa#OaHCKO20 NMpasa PEryanpyroTCs OTHOLEHMA,

v npaso // CoeTcKkoe rocysapcTeo v npaso. 1962. Ne 11. C. 98-104 ; Mpomacos B. H. YTo v Kak peryavpyert
npago : yuyeb. nocobue. M. : Opuctb, 1995. 95 c. ; lMpomacos B. H. AKTyanbHble Npobaembl TEOPUM NPaBa: YTo

M KaK perynupyet npaso. M. : OpaiiT, 2020. 137 c.

°  KaszomuH U. ., Coipbix B. M. NMoHATME cucTembl npasa. [1paBoBoM MHCTUTYT, oTpac/b npasa. O6uiaa Teopua
npaga / nog, pea. npod. A. C. MuronkuHa. M. : U3a-8o MITY umenu H. 3. BaymaHa, 1996. C. 180.

10 Anekcees C. C. CTpyKTypa coBeTcKkoro npasa. M. : lOpua. aut., 1975. C. 128.

1 Mwcanunosa E. A. TIpobnembl onpeaeneHna NOHATUA U CYLLHOCTM MHCTUTYTa npasa // BecTHMK BoscKoro
yHunsepcuteta umenn B. H. Tatmwesa. 2018. Ne 2. T. 1. C. 22-24.

12 Kupumoea E. A. TIpaBoOBOI UHCTUTYT : TEOPETUKO-NPABOBOE UCCAeA0BaHME : aBToped. AUC. ... KaHA. opua,.

HaykK. CapaTtos, 1998. C. 14.
13 Anekcees C. C. Teopusa npasa. M. : ek, 1995. C. 71.

14 3kumos A. M. Cuctema npaBa M cMcTEMa 3aKOHOAATENbCTBA. Teopusa rocyaapcrea u npasa. M. : lOHUTH-[aHa,

2000. C. 257.
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CBA3aHHble C FeHeTU4YecKol MHGopMaLMEN KaK
0CO6bIM BUAOM NEPCOHaNbHbIX AaHHbIX.

Hopmbl uHhopmayuoHHO20 Npasa u aOMUHU-
CMpamueHo20 npasa PeryanpytoT OTHOLWEHUA B
06/1aCTN reHHO-NHXXEeHEepPHOM AeaTeNbHOCTM 061-
3aTe/IbHOM FeHOMHOM perncTpauuu.

Ctatbun 7, 12 depepanbHOro 3akoHa oT
05.07.1996 Ne 86-d3 «O rocyaapcTBeHHOM pe-
ryIMpoBaHnM B 061aCTU TEHHO-UHXEHepPHOM
peatenbHoctu»'® pernameHTMpyloT npouecchl
obecneyeHns cuctembl 6e30nNacHOCTM B 061acTH
reHHO-UHMKEHEPHON AeATeNIbHOCTU, MEXaHU3MbI
IOpMAMYECKOM OTBETCTBEHHOCTM B AaHHOM cdepe.

Cratbu 3, 11, 12, 16 PepgepanbHOro 3akoHa
0T 03.12.2008 Ne 242-93 «O rocyaapcTBeHHOM
reHOMHoWM peructpauum B Poccuiickon deaepa-
umnmn»t’ KacaloTca ycTaHOBNEHUA MPUHLMMOB FO-
CYy4apCTBEHHOM FTEHOMHOMW perucTpaumnm; yyera
reHOMHOMN MHOOPMALLMN; CPOKOB XPaHEHUA U YHU-
YTOXKEHUA rEHOMHOM MHPOPMaLUN.

B TO »Ke Bpems OTHOLLUEHUS B UCCAelyeMOM
0621acTH peryinpyroTca n Hopmamu meroyHapoo-
Ho2o rpasd. K uncny TakoBbIX MOryT ObITb OTHe-
CEHbl HOPMbI-NPUHLMMBI, YCTaHOBAEHHbIE Mexay-
HapOAHOW AeKNapaumnen o reHeTUYECKMX AaHHbIX
yenoseka'®, O6WMIt pernameHT No 3awWuTe AaH-
Hbix (General Data Protection Regulation, GDPR)™?,
KoHBeHLMA 0 3aLLmTe NpaB YesioBeKa U YenoBeye-
CKOro AOCTOMHCTBA B CBA3M C NpUMeHeHnem buo-
norum u megumumHbl ot 19.09.1996 (KoHBeHuus o
npasax yenoseka n 6uomeguumHe ETS No 164)%°
n ap.

MHCTUTYT NnpaBoBoro obecnevyeHms obopoTta
reHeTU4YeCKom MHPOPMaLLMK XOTA N BKAtOYAET
HOPMbI Pa3/INYHbIX OTPAcaen Npaga, TeM He me-
Hee xapaKTepusyeTca eaAnHbIM NPeaMeToMm pery-
INPOBaHMA. ITO CBA3aHO C CaMUM NMpeaMeTOM
perynMpoBaHua, Tak Kak reHeTnyeckaa nHpopma-
Lus ABNAETCS 0CObbIM BUAOM NepPCcOoHa bHbIX AaH-
HbIX. JaHHbIM TUN CBEAEHWUIN IMYHOTO XapaKTepa
MOXKET XapaKTepmnsoBaTb 0CO6EHHOCTU (Hannume

15 C3 P®. 2006. Ne 31 (u. I). Ct. 3451.
16 C3 P®.1996. Ne 28. Cr. 3348.

17" CNC «KoHcynbTaHTMAOCY.
18

WU NPeapacnoNoXeHHOCTb K onpeaesieHHbIM
3aboneBaHUAM) He TONIbKO YenoBeka, U3 6mo-
JIOTMYECKOro MaTepurasia KOTOPOro OHa NosyYeHa,
HO W ero poacTBeHHMKOB. BBMAay ocobeHHocTeM
reHeTUYEeCKMX AaHHbIX BOSHMKAET HEOBXOAMMOCTb
BBEAEHMA 0COObIX MEXaHM3MOB NPABOBOM 3aLLUTDI
3TOM coumanbHo MHbOopmaumn. Hanpumep, He-
06X04MMO peLnTb BONPOC NOAYYEHUs corlacus
MA@ Ha UCNO/Ib30BaHME reHEeTUYECKOW MHPOopMa-
UMM, KOTOPAA MOXKET KacaTbCA XU3HU U 340PO0BbA
€ro poACTBEHHMKOB.

B cBA3M ¢ 3TUM UHCMuUmMym npasoso20 obec-
ne4yeHus obopoma 2eHemu4eckoli UHpopmayuu
MOXCHO onpedenums Kak obvekmusHo obocobus-
Wwyroca sHympu pasau4dHsix ompacaeli npasa, u
npexcde 8ce2o UHGHOPMAYUOHHO20 Pasa, 2panc-
O0aHCKO20 Npasa u mexoyHapoOHo2o nybau4yHo2o
fpasa, CO80KYNMHOCMb 83AUMOCBA3AHHbIX MPA8o-
8bIX HOpM, 06BeOUHEeHHbIX 06WHOCMbIO peaysu-
po8aHUA omHoweHul, c8A3AaHHbIX C 060pOMOM
eeHemuyecKoli UHGhoOpMayUU U UCMoNb308aAHUEM
2eHemuyecKux mexHono2ud.

Cpeau AencTBytowWwmx B 3Tol chepe NCToOUHU-
KOB MpaBa MOXKHO 0cobo BblgennTb Pepepans-
HbIM 3aKkoH 0T 21.11.2011 Ne 323-d3 «06 ocHoBax
OXpaHbl 340pOBbsA rpaxkaaH B Poccuiickoit Peae-
paummn»?!, degepanbHblii 3akoH oT 05.07.1996
Ne 86-®3 «O rocyaapCTBEHHOM PeryaMpoBaHnm
B 061aCTV FEHHO-NHXEHEPHOW AeATENbHOCTUY,
dPepepanbHbii 3aKoH 0T 03.12.2008 Ne 242-d3
«O rocyfapCcTBEHHON reHOMHOWM perncTpaumm B
Poccuiickon ®eaepauun», degepanbHyto HayyHo-
TEXHMYECKYIO NPOrpamMmmy pasBUTUA FreHETUYECKMX
TexHonorni Ha 2019-2027 roawbi?? n ap.

OTaenbHble paccMaTpMBaeMble HOPMbI Npes-
CTaB/IeHbl B BUAE HOPM MOPAIN U STUYECKMX CTaH-
0APTOB cCamoperynmpoBaHusa. Tak, Hanpumep, B
mapTe 1989 r. EBponencKkmnin napaameHT NpUHAN
OTAE/IbHYI0 PEe30/IOLMI0 MO STUYECKMM U NPaBoO-
BbIM NPobaemMam reHeTUYEeCKUX UCCNef0BaHWUM, B
KOTOPOW YKa3blBaOCh HA HEZOMYCTUMOCTb OTOOpa

MeKayHapoaHana AeKnapauma O reHeTMYecKMX [aHHbIX YenoBeka (NpuHATa pesontounelt feHepanbHOM

KoHbepeHummn FOHECKO no poknagy Komuccum Il Ha 20-m naeHapHOM 3acegaHum 16 oktabpa 2003 r.) //

URL: http://www.un.org/ru/documents/decl_conv/declarations/genome_dec.shtml

15.05.2021).

(naTa  obpalleHua:

19 URL: https://gdpr.eu/tag/gdpr/ (naTta obpaweHusa: 15.05.2021).
20 YRL: http://docs.cntd.ru/document/901808464 (nata obpatieHmns: 15.05.2021).

21 C3 P®.2011. Ne 48. Ct. 6724.

22 NocraHosneHue MpasuTtensctsa PP o1 22.04.2019 Ne 479 «06 yTeepxaeHUn GeaepanbHON HayuHO-TEXHNYe-
CKOW MPOrpammbl PpasBUTUA reHETUYECKUX TexHoNormi Ha 2019-2027 rogbi» // C3 Pd. 2019. Ne 17. Cr. 2108.
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PabOTHWMKOB Ha reHEeTUYECKOM OCHOBE: KaHAMAATHI
OOJIKHbI MMETb NMPABO OTKA3aTbCA OT STUX TECTOB
6e3 HeraTMBHbIX MOCNEACTBUIM TaKoro oTKasa. Kak

Ham npeacTaBaneTcs, B 6AnKaliee Bpema CTOUT

BEPHYTbCA K BONPOCY 0 pa3paboTKe cneunanbHOro

MogenbHOro Kogekca npodeccuoHabHOM STUKK

B chepe reHeTUYeCcKMx nccaenoBaHuii, KOTopbIn

06beMHUT OCHOBHbIE HOPMbI-NPUHLLMMbI, @ TaKKe

3anpeTbl U PEKOMEHZAUNN A1 YYeHbIX-Uccneno-

BaTenen, Bpavei U reHeTUKOoB. 34eCb MAET peyb O

6onee rM6KOM U LLMPOKOM pPeryimpoBaHnm «no

ropM3oHTaIN», KOTOPOE OKasaslo BO3gencTemne

Ha HErocygapCcTBEHHbIE KOPMopauuK, a Tak»Ke Ha

YacCTHbIN ceKTop. Takan paboTa akTUBHO BeAETCA B

UN3paune, Kntae, Huaepnangax. MNogobHyto nccne-

[0BaTeNbCKYIO AeATe/IbHOCTb CneayeT ocyLecT-

BNATb M B Poccuu.

MN3noxeHHble Bbilwe 06CcToATeNbCTBA CBUAE-
Te/NbCTBYIOT, YTO HabtoaeTca npouecc 060cob-
NIEHNA NOKa elLe HEMHOTOYUCAEHHbBIX HOPM
npasa no o60poTy reHeTU4eckon nHdopmaumnm
B OTAE/NbHbIN MHCTUTYT B CUCTEME OTPACAU UH-
dopmaLmoHHOro npaea. Mccnegyemblit UHCTUTYT
TECHO B3aMMOAENCTBYET C APYTMMU MHCTUTYTaMM
MHGOPMaLMOHHOTO NPaBa, NPeXAe BCEro C UHCTU-
TYTOM 3aLUUTbl NEPCOHA/bHbIX AaHHbIX; UHCTUTY-
TOM MHPOPMALMOHHOM 6€30MacHOCTU; MHTEPHET-
NpPaBoM; MHCTUTYTOM NPABOBOro obecrneyeHun
MHbOPMALMOHHO 6e30MacHOCTU; MHCTUTYTOM
NPaBoOBOro peXxmnma MHGopmaLumn orpaHUYEHHOro
poctyna u ap. O4HaKO UHCTUTYT 3aLLUTbI FeHEeTU-
Yyeckol MHGOPMALUM He COBMALAET C YKa3aHHbI-
MW MHCTUTYTamMK. OTAMYME MOXKHO NPOBECTM NO
npegmeTHoOM 0b61acTn perynMpoBaHusa, a TakxKe
Nno cy6beKTHOMY COCTaBy BO3HUKAIOLLIMX NPABO-
OTHOLUEHUM.

B KauecTBe nNepcneKkTUB ganbHeliwero pas-
BMTWA OTAE/bHbBIX HOPM, COCTaBASOWMNX UHCTUTYT
npaBoBoro obecneyeHns ob6opoTa reHeTUYecKom
MHbOpPMaLLMK, NpeanaraeTcs BblAeNTb Cnenyto-
e 610KNU:

— HOPMbI-NPUHLMMbI, KOTOPbIe ByAyT BbICTYyNaTh
cB0Oe0bpasHbIM «KamepToHOMY» s popmmpo-
BaHWA Byayliero maccusa MHGOPMALMOHHOIO
3aKoHogaTenbCTBA. B KayecTBe oTNpPaBHOM
TOYKM B POPMUPOBAHNN AAHHBIX HOPM Mpes-
JlaraeTcsa UCnonb3oBaHME BHYTPMOTPACAEBbIX
NPUHUMNOB, CGOPMYIMPOBAHHbIX B NPeablay-
WMX Hawmx pabortax?3;

— AebVHUTMBHbIE HOPMbI, KOTOPbIE onpeaenaT
pPAL KaTeropuii U NOHATUI, B YaCTHOCTU yTOY-

HEeHHbIe MOHATMA reHeTUYecKon nHpopmauuuy,
reHeTUYEeCKUX AAHHbIX, FTeHeTUYecKnx 6as u
0aHKOB AaHHbIX, HaLMOHa/IbHOW Ha3bl reHe-
TMYeckon nHopmaLmn, HaLMOHaANbHbIX BUO-
pecypcHbIX LLlEHTPOB 1 Ap.;

HOPMbl MHOPMALMOHHOTO NpaBa, 3aTparnea-
foLLMe NPaBOBOE NOJIOXKEHWUE U AeATEe/IbHOCTb
buonormnyeckmnx 6aHKoB;

HOpPMbI NpaBa, ycTaHaB/AKBatloLMe Npasa /ud,
npeaocTaBAAOWMX CBOMN BuomaTtepman, a
TaKKe 0653aHHOCTU KL, 06pabaTbiBatOLWMX
NoAO0BOHYI0 CTPYKTYPHYO MHbOpMaLUIO;
HOPMbI, 3aKpenasoLWwue npeaesbl UCNob30Ba-
HMA BUoMaTePUANOB U reHeTUYECKON MHOP-
maumu;

HOPMbI, yCTaHaB/IMBaOLLME pernameHT obmeHa
reHeTMYeCKMMM AaHHbIMKU C APYTMMKU HaLMO-
HaNbHbIMWU U MeXAYHaPOAHbIMU BMobaHKamu;
HopMbI, obecneunBaroLLe HGOPMALLMOHHYHO
6e3onacHOCTb 060poTa reHeTUYeckon MHopop-
mauuu;

HOPMbI NpaBa, yCTaHaB/MBaAlOLME NPABOBbIe
MeXaHM3Mbl FeHEeTUYECKOro TECTUPOBAHMS,
cBA3aHHble onpeaeneHHbIMK Lensamm (B Yact-
HOCTU, YCTaHOBNEHNE MEAULIMHCKOIO ANarHo-
3a, BbIABNEHWE PUCKa pPa3BUTUA 3aboneBaHus,
naeHTndUKauma Hocutena 601e3HMU, yCTaHOB-
JIeHMe poacTBa, YCTaHOBAEHME 3THUYECKOTO
NPOUCXOXKAEHWNSA, ONpeae/eHne reHeanornye-
CKOTO NPOUCXOXKAEHUA U Op.);

HOPMbI, YCTaHaB/MBalOLLME FAPaHTUN FParKaaH
npun o6HapoAOBaHUN MMM CBOEMN reHeTnye-
CKOM MHpOPMaLMK B LENAX y4acTMA B reHeTU-
YecKux nccregoBaHuax (Hanpumep, Personal
Genome Project, Helix, Genomera, Snpedia,
Promethease), a Tak:ke HOpMbI, onpeaensio-
LMe NOPAAOK CO34aHMNA Cneunann3npoBaHHbIX
CaNTOB «reHEeTUYECKOM CoLMaNbHOM CETUY, CO-
3/1aBaeMblIX B LieIsIX COAENCTBUA NOUCKY poa-
CTBEHHWKOB, ML, NpONaBLLMX 6e3 BeCcTn, nap.;
HOPMbI, 3aKpenasaoWmne KOHPUAEHUNANBHOCTb
reHeTUYECKUX AaHHbIX rpaxaaH;

HOpPMbI, cnocobcTByOWME rAPMOHU3aLNM Na-
TEHTHOrO 3aKOHOAaTe/IbCTBA C LLe/1bio nooLlpe-
HUA nccnenoBaHuii B 061acTu BUOTEXHONOTNIA;
HOPMbI O IMLLEH3UPOBAHUM AEATENIbHOCTH, CBA-
3aHHOW C BegeHMem 6a3 reHeTUYecKkom Hpop-
Malumm; 06A3aHHOCTb OpraHM3aunin-6MobaHKoB
BECTM COOTBETCTBYIOLLYHO OTYETHOCTb;
HOpMbI-TpeboBaHMA 0 cornacumn cybbekTa Ha
MCNONb30BaHNE €ro reHeTUYEeCKUX AaHHbIX.

23 Cm. nogpobHee: Pacconos U. M., Yybykosea C. I. BHyTpuoTpaciesble NPUHLMNbI 06paboTKN reHeTUYEecKon
nHdopmaumm // AktyanbHble npobaems! poccuiickoro npaea. 2019. Ne 5 (102). C. 98-110.
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Hanbonee addeKTUBHbIM NpeacTaBaaeTcs

YCTAHOBUTb 06A3aTe/IbHYI0 NUCbMEHHYIO dop-

MY TaKOro Cornacus, Hagnexalee u 4ocToBep-

Hoe yBegoM/IeHME CyObEeKTa O LeAn UCMo/b30-

BaHWA AaHHOM CTPYKTYpHOM MHbOpMaLUK, Npu

3TOM NMpPU3HaTb 33 CYOEKTOM BO3MOMKHOCTb

OT3bIBa TaKOro cornacus;

— 3anpeTuTtenbHble HOpMbl 06 OorpaHUYeHun
obopoTa reHeTUYeCKoM MHPOpPMaLUK B paae
c/ly4aeB, Hanpumep ocobbi NOPAAOK Nepe-
[3a4n reHeTUYECKUX AaHHbIX TPETbUM NLAM, B
APYrve cTpaHbl C Y4ETOM C/IOXKMUBLLIErOCA ONbITa
APYrUX CTpaH;

— OXpaHuUTeNbHble HOPMbl 06 OTBETCTBEHHOCTM
33 HapyLLeHMA nopsaKa 06opoTa reHeTUYeCcKon
MHbOopMaLMn (32 HE3aKOHHOE NPOBEAEHME Te-
HeTUYECKUX UCCNe0BaHUIA, CEKBEHUPOBaHME
reHoma 6e3 cornacus COOTBETCTBYHOLLEIO ANL3,
HecobtoaeHWe Lenmn 06paboTKM reHeTUYecKo
MHbOPMALNKN, HEMNPABOMEPHbIA AOCTYN K reHe-
TUYECKUM [@aHHbIM TPETbUX /INLL, HE3aKOHHbIM
nepexBaT reHeTUYeCKUX AaHHbIX). B aToi cBs3n
cnepnyeT BBECTU HEOOXOAMMbIE CaHKLUKU U [0-
NONHUTL YroNoBHbIM KogeKe Poccuitckoi Pepe-
paumnm 1 Kogekc 06 aaAMUHUCTPATUBHbIX NPaBo-
HapyweHuax Poccuitckon depepaymm, 4Tobbl
npeaynpeanTb NPOrHO3MpPyeMble OTKAOHEHUA
B 06/1acTM 060poTa AaHHOM MHPOPMaLMN.
Bce 311 6/10KM HOPM A0/1XKHbI HAMTK CBOE 3a-

KpenjeHne B HaLLMOHA/IbHOM 3aKOHOAATENbCTBE.

Ha cerogHAWHMI AeHb cneLmnanbHOro 3aKkoHoaa-

TENbCTBA, PEMY/IMPYIOLLErO HAYYHYIO U UHYIO Aen-

TenbHOCTb B 06/1aCTV BUO3KOHOMUKN U TEHOMHOM

MHbOpMaLMK, ABHO HEAOCTAaTOUHO.

CeroHs B MMPOBOI NpaKTUKe CyLLEeCTBYET ABa
OCHOBHbIX NoAxoAa B chepe NpaBoOBOro peryanpo-
BaHWA OTHOLLEHUI NO UCNO/b30BaHUIO reHeTuYe-
CKMX AaHHbIX. MNepBbli NOAX0A, CBA3AH C OrpaHuYe-
Huem cBoboabl foroBopa B chepe 3aHATOCTU Uan
CTpaxoBaHWs, BBeAEeHMEM B 3aKOHOAaTe/IbCTBO O
npaBax YefioBeKa obLMX 3aNpPeToB Ha ANCKPUMMU-
HaLMIO MO NPU3HAKY FEHETUYECKMX XapPaKTEPUCTUK
WUNN CO34aHMEM cheuMalbHbIX NPaBOBbIX HOPM
AN CTPaxoBbIX KOMNAaHWI U paboTogaTtenei.
BTopon noaxopn, 3akato4aeTcs B NpUHATUKM Bonee
KOMMJIEKCHOTFO 3aKOHOAATE/IbCTBA O KOHPUAEH-
LUMANbHOCTM ANA 3aLNUTbI TEHETUYECKUX AaHHbIX OT
cbopa, ucnonb3oBaHMA M pasrnaweHns 6es corna-
cua ctopor?,

24

C TOYKM 3peHnsa dopmanbHOW onpeseeHHOCTH
NpPaBOBbIX HOPM JaHHOIO UHCTUTYTa pPAj, aBTOPOB
Hebe30CHOBATE/IbHO BbIAENAIOT CYLLECTBOBAHMUE
AByx mogeneii. MNepsaa moaenb npeanonaraer
NPUHATUE cneumManbHoro 3akoHa (U3paunb, benb-
rua, CaygoBckas Apasus), Apyraa — Hanunume
LLe/10r0 MacCMBa 3aKOHOAATE/IbHbIX aKTOB, Kacato-
LW MXCA Pa3HbIX chep KMU3HeaeATeNbHOCTH (B YacT-
HOCTW, 3aKOHOZATE/IbCTBO O 34PAaBOOXPAHEHUN, O
3aLLMTe NepPCoHaNbHbIX AaHHbIX, OXPaHe }KU3HU
M 340POBbA YesIOBEKA, OTAE/IbHbIE MOOXKEHMUA
rpa)AaHCKOro, yrofioBHOro 3aKoHoAaTeNbCTsa)?.

MpeacTtasnaetca, 4to B Poccuiickon Peaepa-
UMY MPUHATME CNeumanbHOro 3aKoHa BbIrAguT
6onee appeKTUBHbIM peLLleHnem.

KoHuenuua npegnaraemoro Hamu 3akoHa
npeacTaBnAaeTca caenytolen.

B nepBoii rnaBe A0NXKHbI ObITb 3aKpenieHbl
obuime nonoxxeHus (BkAtovan chepy Aencrema
3aKOHAa; NOHATUIHbIN annaparT, B YaCTHOCTW onpe-
OEeNeHUs reHeTuYeckon nHpopmauuu, reHeTmye-
CKUX A@HHbIX U APYTMX TEPMUHOB; LLEAU UCTNOb-
30BaHMA, 06paboTKMN N Nepesaym reHeTUYeCcKoM
nHpopmaummn).

Bo BTOpOW rnase npegsiaraemoro 3akoHa
OONKHbI 6bITb 3aKpENIeHbl NPaBOBbIE MPUHLMMbI
obopoTa 1 06paboTKKN reHeTUYECKol MHopPMa-
UK (cpeam KoTopbIx caeayeT BblAeUTb MPUHLMN
cBob0oAbl Hay4YHbIX UCCNeaoBaHUM B chepe 060-
poTa reHeTu4eckoi nHbopmaLmu; NPUHLMA OT-
BETCTBEHHOCTM Nnepes byayLmMmn NoKoNEeHUAMM;
NPUHUMN 3aLWLMTbl Ye/10BEYECKOTO AOCTOMHCTBA B
npouecce o60poTa reHeTUYecKoi nHdopmaumu;
NPUHLMN HEMPUKOCHOBEHHOCTM YaCTHOM KU3HU
HOCUTENA FeHeTUYEeCKoM MHGOoPMALLMK; NPUHLMN
obecrneyeHUs NPUOPUTETHOCTN MHTEPECOB 0bLLe-
CTBa W rocyfapcTBa B onpeaeneHnm rocyaapcTBeH-
HOM NoONNTUKK B chepe obopoTa reHeTUYECKoM
nHpopmauumn). Kpome TOro, AaHHaA rnaBa SOMK-
Ha cofeprKaTb yc0BUA 06pabOoTKM reHeTUYeCKoM
nHdpopmaymmn 1 ocobbie Hopmbl-TpeboBaHUA O
cornacum cybbeKTa, YbM reHeTUYecKne AaHHble uc-
nosb3ytoTcs (0653aTeNbHY0 NMCbMEHHYI0 Gopmy
TAKOro COrNnacus, Hagnexallee 1 4OCTOBEPHOE ero
yBegOoM/IEHUNE O Lienn cbopa reHeTUYeCcKmx AaH-
HbIX, @ TaK}Ke MPU3HaHUe 33 UHAUBULOM NpaBa
OT3bIBa TAaKOr0O COrNacus).

TpeTbA rnaBa NPOEKTA 3aKOHa A0/IXKHA coaep-
»aTb NpaBa 1 0683aHHOCTU Cy6bEKTOB MHPOPMa-

Cm. noapobHee: Yybykosa C. I Mopxoabl K NPaBoOBOMY PETY/IMPOBaHMUIO TeHETUYECKOTO TECTUPOBAHMWSA B Npa-

BOoBOM rocyaapcrse // MNpasosoe rocyaapcTtso. 2020. Ne 2 (60). C. 145-156.

25

KpoiceHkosa H. b., YypcuHa T. U. MNpaBoBoe perynMpoBaHMe reHOMHbIX UCCNel0BaHuiA B 3apybexkHbIX cTpa-

Hax // WypHan 3apy6exHoro 3akoHo4aTeNbCTBA U CPaBHUTEIbHOTO NpasoseaeHus. 2019. Ne 5. C. 152.
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LMOHHbIX NPaBOOTHOLLEHWN, BO3HMKalOLINE B CBS-
31 ¢ 060pPOTOM reHeTHYeckol nHbopmauun. B atoi
rnaBe OOJIXKEH HalTK 3aKpensieHne NpaBoBom pe-
MM brnonornyeckmnx 6aHKoB (3aKkpenneHue obsa-
3aHHOCTW OpraHn3aumMii-6MobaHKOB BECTU COOTBET-
CTBYIOLLYIO OTYETHOCTb M NOAy4YaTb CreLnanbHble
pa3peLLeHns Ha OCYLLEeCTBIEHME UX AeATE/IbHOCTH,
CBSI3aHHOM C aKKYMY/IMPOBAHMEM FreHEeTUYECKOM
MHbOPMALINKN Pa3/INUYHbIX CYOBHEKTOB).

YeTBepTas rnaBa 3aKOHa A0NXHa bbiTb NOCBA-
LEeHa OPraHM3aLMOHHbIM U TEXHUYECKMM acreKkTam
dopmMmupoBaHMA HauMOHaNbHOM 6asbl reHeTUYe-
CKOM MHdpopmaumn. 3aeck onpeaenserTcs Nopaaok
dYHKUMOHMPOBAHMA MHPOPMALLMOHHO-aHANUTHU-
YeCKoW cucTeMbl XpaHeHUsA n 0b6paboTKu reHeTn-
YeCKUX JaHHbIX; yCTaHaBAMBalOTCA npoueaypbl
B3aMMOAEeNCTBMA HaLMOHaAbHbIX BMOPECYPCHbIX
LEeHTPOB; onpeaensaoTca GopmaTbl, NPOrpamMmmHbie
CPeACTBa, a TaKKe HOCUTEIN A5 XPaHEHUA U nepe-
a4y reHeTUYECKON MHbOPMALLMK; CONYTCTBYIOWME
NMOMCKOBble NPOrpamMmmbl; NpoLeaypPHble HOPMbI
3aLWMTbl YaCTHOM MHPOPMaLLUN.

MATana rnaBa AONXKHA BKAOYATb OXPaHUTEb-
Hble HOPMbI MO rocygapcTBEeHHOMY HaA30py 3a
AeATeNbHOCTbI0 Cy6beKToB, Kacatolumecs obopoTa
reHeTU4yecko nHpopmaLmm, a TakKe cneumasib-
Hble HOpMbl 06 OTBETCTBEHHOCTM 3@ HapyLUEHUA
TpeboBaHWI1 3aKOHa (3a NpoBeaeHMe reHeTHYe-
CKUX UCCNeloBaHWNM U CEKBEHMPOBAHME reHoMa
6e3 cornacus COOTBETCTBYIOLLErO CyObeKTa UK B
HapyLlleHWe paHee OroBOPEHHOW Lenn nccaeno-
BaHWSA, 32 HENPABOMEPHOE NoJlyYeHne AocTyna K
reHeTUYECKMM [laHHbIM WK Nepeaady Ux TPETbUM
Muam n T.4.).

MpeanpuHATLIN Bbile aHaAM3 NO3BOASET HAM
BblAENINTb cneayloume 0CObeHHOCTU peryampo-
BaHMS OTHOLIEHMI No 06opOoTy reHeTUYecKomn
nHpopmaumu.

Bo-nepBbix, cCOUMaNbHOE peryinpoBaHme 3ToM
cpenbl ABNAETCA HEe YMCTO NPaBOBbIM, HOPMATUB-
HbIM (MCMONb3YEeT HOPMbl MOPaNK, STUKKU U Ap.).
B aTOW CcBA3K cNeayeT roBoOpUTbL O HOBOM MPaBo-
NOHUMaHUU 1 060CHOBAHUKM HOBOM robanbHOM
«KOHLIENUMMN NPaB YeNoBeKa 1 BCEro }KMBOro»2,

Bo-BTOpbIX, OHO 6a3supyeTca Ha HOBOM, Tpe-
ByloLemM yTOYHEHMA MOHATUIMHOM annapaTe: «re-
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HOM», «BMO3TUKA», KT'YMAHUTAPHbIE TEXHOIOTUNY,
«aHTponoueH», «bunonornyeckmnin 6aHK AaHHbIXY,
«CeKBeHMpoBaHMe reHoMa», «bnobe3onacHoCTbY,
«MeaMLIMHCKOoe NpaBo»?’, «reHeTuyeckoe TecTu-
poBaHMe», KHaLuMOHaNbHaA 6a3a reHeTUYecKom
nHbOopMaUuUmn», «3K306mMonorma» u ap.;

B-TpeTbux, MHPOPMALMOHHAA AeATENbHOCTb
Pa3fIMYHbIX CYOBEKTOB B laHHOM chepe 3a4acTyio
HOCUT MeXAYHAPOAHbIN XapaKTep U OCyLLLEeCTBNSA-
eTca Ha 6a3e HOPM MeXAYHAPOAHbIX Or0OBOPOB U
HaLMOHaNbHOrO 3aKOHOAATeNbCTBA. B 3TOM cBA3U
npeacTaBaseTcA NPaBUIbHbIM 3aNyCTUTb LMPOKOE
obcyKaeHne npobnem o60poTa reHeTUYECKON UH-
bopMaumm Ha ypoBHE MeXAYHAPOLHOIO Hay4HOro
coobuecTta (onpeaeneHue yrpos, yctaHOBNEHUE
BO3MOMHbIX PUCKOB NPUMEHEHMA MHOOPMALMOH-
HbIX TEXHO/IOTUI B MeAMLMHE, YHUDMKALMA MeXa-
HU3MoB LmdpoBoi naeHTMdmKaLmm, paspaboTka
3TUYECKMX KOLEKCOB NOBEAEHUA AN1A HAYYHOrO
coobuectsa, MCNoONb30BaHME meTogonormn ¢pop-
canTa B Lensax BblpaboTKM 06LWUX No3nLMA).

B-yeTBepTbIX, B 0603pumom byayuiem byget
HabnoaaTbcA NpoLecc BblaeNeHMA uccneaye-
MbIX HOpM B 060C06/1€HHbIN NPaBOBON UHCTUTYT
obecneyeHua obopoTa reHeTUYecKon UHPopma-
umn. OCHOBOM TaKoro 0bbeAgMHEHUA, MO HaLLEMY
MHEHWIO, BbICTYNAIOT caeayowme Npu3HaKu:
npeaMeTHbI NPU3HAK (Hannume cobcTBEHHOM
npeameTHOM 061acTu peryainpoBaHus); GyHKLUMO-
Ha/IbHbIV MPU3HAK (HaiMyMe y aHHOTO MHCTUTYTA
cobcTBEHHbIX PYHKLMIA); 06ocobnsemocTb aHanu-
3MpyeMbIX HOPM MpaBa B Pa3/IMYHbIX HOPMATMB-
HbIX aKTax 0 reHoMe; LesecoobpasHocTb Noao6-
HOrO BblAEeNEHUA NpeXxae BCero A1a peweHua
Ba*KHEMLINX 3a4a4: 3aWMTbl NPUBaATHOCTU, obec-
neyeHunsa MHGOPMaLMOHHOW 6e3onacHoCTU cybb-
€KTOB MNpaBa, NOBbILWEHMA HAAEKHOCTU XPaHEHUS
AaHHbIX?S,

B-nATbIX, oLeHKa 3¢pEKTUBHOCTN NPaBOBOrO
perynaMpoBaHus nccaesyembix MHGOPMALMOHHbIX
OTHOLLEHMUI ByaeT OCyLWecTBAATLCA CyObeKTamm
Pa3HbIX CTPaH; MOXHO NPOrHO3MpPOBaTb, YTO B
CKOPOM BPEeMEHW CTaHEeT BO3MOXKHbIM BblBEAEHNE
eAMHbIX NOoKa3aTenen aPpPeKTUBHOCTUN peryanpo-
BaHMA B 06nacTn obopoTa reHeTUYecKkol MHbop-
maumu.

Pacconoe U. M. MpaBo 1 NHTepHeT. Teopusa KMbepHETUYECKOTO NpaBa : MoHorpadwus. 3-e usa., gon. M. : Hop-
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