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AHHOTauma. B ctpaHax EBponeiickoro Coto3a cyliecTsyeT TeHAeHUMA K HOPMaTUBHOMY obecneyeHnio oXpaHbl
npas rpaxkaaH npm o6paboTke reHeTUYecKo MHOPMaLLMK B TaKUX chepax *KM3HM 06LLeCTBa, KaK 34paBooOXpa-
HeHMWe, HayKa, TPYA U CTpaxoBaHMe. B Poccum Takas oxpaHa npas rpakgaH obecneynBaeTcs UCKAYUTENIbHO
npu NpeaynpexXaeHnn, packpbiTUK 1 paccneaoBaHnN NPECTYNAEeHWNA.

B pe3ynbTaTe UccnenoBaHNA YCTaHOB/IEHO, UTO reHeTndeckas nHGopmMauma ABNAETCA 3/1eMEHTOM 06 bEKTOB pasHO-
06pa3sHbIX KOHCTUTYLIMOHHBIX MPaB YeN0BEKa U rpaxaaHnHa (Hanpumep, NpaBa Ha 340POBbe, NPaBa Ha TalHy YacT-
HOW YKMU3HW, OCTOUHCTBO IMYHOCTM U T.4.), COOTBETCTBEHHO, MOMET BbICTYMaTb 06 bEKTOM KOMM/IEKCA Pa3INYHbIX
Nno O0TPacneBON NPUHAANEKHOCTM MPABOOTHOLLIEHNIN: KOHCTUTYLIMOHHbIX, FPayKAaHCKMX, TPYA0BbIX U T.4. B aTon
CBA3M cAeNaH BbIBOA O TOM, YTO OXpaHa npas rpaxaaH B Poccum npu obpaboTke reHeTUYecKon nHopmauumn B
TaKMx chepax XK13HM 0BLLECTBA, KaK 34PaBOOXPAHEHME, HAYKA, TPYA, U CTPAXOBaHUE, AO/KHA UMETb KOMMEKCHbIM
(mexkoTpacneBoit) xapakTep. Mpun 3ToM He TpebyeTca NpuHATHE 06LLEro 3aKoHa, KOTopbIli obecneymsan 6bl COOT-
BETCTBYIOLLYYHO OXPaHy NpaB rpaxk4aH Bo BCEX NEPEYNCIEHHbIX chepax *KM3HM obLiecTsa. [LocTaTO4HO BHECTU TOYeY-
Hble U3MEHEHMA B 3aKOHbI, PErynpytoLLme obLecTBeHHbIE OTHOLLEHMA N0 06paboTKe reHeTUYecKon nHpopmauun
B PaMKax TOW UK nHoM coepbl. besycnosHo, LeHTpasbHOEe MeCTO Cpeam TakmnxX 3aKOHOB AO/MKeH 3aHATL Peaepanb-
HblI 3aKOH «O NepcoHabHbIX AaHHbIX». Er0O HOPMbI UMEIOT «CKBO3HOM» XapaKTep U NogJ/exaT NPUMEHEHUIO KO
BCEM 06LLLECTBEHHbIM OTHOLLEHWUAM, TaK UM MHAYE CBA3AHHbIM C 06paboTKol reHeTMYeckol nHdopmMmaumn.
Kpome 3T0ro, B Poccuu cyulectsyeT cdhepa KnsHm obLiecTsa, KoTopas HenocpeacTBeHHO cBA3aHa c 06paboTKoi
reHeTU4YecKoi MHGOPMaLMK, HO He NoABEPraeTCA 3aKOHOAATE/IbHOM pernameHTaLmMmn, — 3TO Hay4Hble uccne-
O0BaHUS C UCMOJIb30BaHMEM BMONOrMYECKMX 06Pa3L0B YE/TOBEYECKOTO NPOUCXOXKAEHNS. ABTOPbI CTaTbU Npes-
/laraloT No aHaNormMm ¢ 3aKoHogaTenbcTBOM EBponelickoro Coto3a NpuHATL HOBbIW deaepanbHblli 3aKkoH «06
nccnenoBaHuAx buonormyeckmx ob6pasLoB Yes10BEHECKOTO NPOUCXOKAEHUAY.

KnioueBble cnoBa: reHeTu4eckana MHopmauus; obpaboTka; reHeTUYECKME CBEAEHUA; TEHETUYECKUE AAHHbIE;
AHOHMMU3UPOBAHHbIE FTEHETUYECKNE AaHHbIe; aHOHUMHbIE reHeTUYecKue AaHHble; buonormyeckmin obpased,;
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Abstract. The European Union countries tend to ensure the protection of citizens’ rights when processing genetic
information in such areas as healthcare, science, labor and insurance. In Russia, such protection of citizens’ rights
is provided exclusively for the prevention, disclosure and investigation of crimes.

The results of the study show that genetic information is an element of objects of various constitutional human
and civil rights (for example, the right to health, the right to privacy, personal dignity, etc.). Consequently, it can
be the object of a complex of legal relations of various areas of law: constitutional, civil, labor, etc. In this regard,
it is concluded that the protection of the rights of citizens in Russia in processing of genetic information in such
areas as healthcare, science, labor and insurance should have a complex (intersectoral) character. At the same
time, there is no need to adopt a general law that would ensure the appropriate protection of citizens’ rights in all
these spheres of society. It is enough to make point changes to the laws regulating public relations on processing
of genetic information within a particular sphere. The Federal Law «On Personal Data» should definitely take a
central place among such laws. Its norms are of «cross-cutting» character and are subject to application to all
public relations, one way or another related to the processing of genetic information.

In addition, there is a sphere of social life in Russia that is directly related to the processing of genetic information,
but is not subject to legislative regulation. This is scientific research that uses biological samples of human origin.
The authors of the paper, by analogy with the legislation of the European Union, propose to adopt a new Federal
Law «On research of biological samples of human origin».

Keywords: genetic information; processing; genetic data; anonymized genetic data; anonymous genetic data;
biological sample; anonymized biological sample; anonymous biological sample; personal data; privacy; biobank.
Cite as: Boltanova ES, Imekova MP. Perspektivy razvitiya rossiyskogo zakonodatelstva v sfere okhrany prav
grazhdan pri obrabotke geneticheskoy informatsii (chastnopravovoy vzglyad) [Russian Legislation Development
Prospects in the Field of Protection of Citizens’ Rights in Processing of Genetic Information (Private Law Outlook)].
Lex russica. 2022;75(2):90-100. DOI: 10.17803/1729-5920.2022.183.2.090-100. (In Russ., abstract in Eng.).

B nocneaHue HECKONbKO AecATUNeTUI KakK
Ha MeXAyHapoAHOM YpPOBHE, Tak U Ha ypPOBHe
OTZEeNbHbIX CTpaH 0cobyto aKTyasbHOCTb NpU-
obpenu Bonpocol, CBA3aHHbIE C OXPAHOM Npas
rpaxaaH npv obpaboTke reHeTUYECKON MHPOPMa-
uMu3, BO3HMKalowWwme B chepe 34paBoOXpaHEHNS,

HayKu, TpyAa M CTPaxoBaHUA. B 3Toi cBA3M MHOrMe
rocygapcTea npeanpuvHMMaloT Mepbl MO 3aKOHO-
AaTe/IbHOMY PeryMpoBaHmio TaKMX OTHOLIEHMWA.

B Poccuu ABNAOTCA yperyanpoBaHHbIMKU 06-
LWecTBeHHble OTHOWeHMs No o6paboTke reHe-
TUYeCKol MHPopmaLnmn, CBA3aHHbIE C Npeay-

2 The reported study was funded by RFBR according to the research project Ne 18-29-14071.

3

B pamkax cTtaTbu nog 06paboTKol reHeTUYeckon MHpopmaumm byaet noHMMaTbea Ntoboe aelicteune (onepa-

UMA) AU COBOKYMHOCTb AEWCTBMI (onepaumit), coBepliaemble C UCMO/Ib30BaHMEM CPEACTB aBTOMATM3aLMUK
nan 6e3 MCNoNb30BAHUA TaKUX CPEACTB C FEHETUYECKOW MHPOopMaumein, BKAtodYasa ee cbop, 3anuch, cucTe-

Tom 75 N 2 (183) deBpanb 2022

91



92

TEHOM
GENOME

npexaeHnem, PacKpbITUEM U paccnesoBaHUEM
npecTynneHuin, a TakKe BbiABJIEHNEM UM YCTa-
HOBJIEHWEM NUL, UX coBepLluMBLUNX (Pepepanb-
HbIM 3aKoH oT 03.12.2008 Ne 242-®3 «O rocygap-
CTBEHHOW rEHOMHOW perncrpaunm B Poccminckom
depepaunn»). UHble chepbl 06LLECTBEHHbIX
OTHOLWEHMN, B TOM YMC/e YKa3aHHble Bbille,
ocTatoTca 6e3 npaBoBoro perynnposaHus. deae-
panbHble 3aKoHbl 0T 27.07.2006 Ne 149-d3 «06
nHbopmaynm, MHGOPMALMOHHbBIX TEXHONOTU-
AX M 0 3awmTe nHbopmaumm»?, ot 27.07.2006
Ne 152-®3 «O nepcoHanbHbIX AaHHbIX» (ganee —
3aKOoH 0 NepcoHasbHbIX AaHHbIX), oT 21.11.2011
Ne 323-®3 «O6 ocHOBax OXpaHbl 340POBbSA rpaXx-
OaH B Poccuiickont ®epepaumn» (ganee — 3akoH
06 oxpaHe 3g0poBbs), oT 23.06.2016 Ne 180-d3
«O BUOMEANLMHCKUX KNETOUYHbIX MPOAYyKTax»°, oT
22.12.1992 Ne 4180-1 «O TpaHcnaaHTauum opra-
HOB U (MK) TKaHel yenoseka»® 1 NpuHATbIE Ha
NX OCHOBaHMW M BO UX UCMOJHEHWNE NOA3aKOHHbIE
aKTbl HE coaepKaT HOPM, YYUTbIBAIOLLUX CneLm-
$UKY NPaBOBOro peXxnuma reHeTuyeckon nHpop-
maumun. Takme aKTbl, KaKk TpyaoBon kKogekc PO ot
30.12.2001 Ne 197-®37, 3akoH P® ot 27.11.1992
Ne 4015-1 «O6 opraHM3aLnmM CTPAaxoBOro Aena B
Poccuiickoin ®epepaumn»®, He pernameHTMpytoT
BOMPOCHI OXPaHbl NPaB rpaxaaH, B YaCTHOCTU B
OTHOLUEHWUM reHeTUYECKOM ANCKPUMUHALMN NPU
TPYAOYCTPOWMCTBE, BbIMOAHEHUM TPYA0BbIX 06A3aH-
HOCTeM, CTPaxoBaHUM.

Lenbto cTaTbk AaBnAeTca paspaboTka npea-
JIO}KEHWUI NO COBEPLUEHCTBOBAHMIO POCCUMCKOrO
3aKOHOAaTeNbCTBA B YACTM NPABOBOrO Peryimpo-
BaHWA 0bLLeCcTBEHHbIX OTHOLWEHKIM No obpaboTke
reHeTuYyeckom MHGopPMaLLMK, BOSHUKAOLWNX B cdhe-

pax, He CBA3aHHbIX C NpeaynpexXaeHUeM, PacKpbl-
TUEM U pacciefoBaHMEM NPECTYNIEHUN, a TaKKe
BbISIB/IEHWEM U YCTAHOB/IEHUEM JIULL, UX COBEP-
wuswKxX. Mpn aTom ocoboe BHMMaHWe byaeT
yAeneHo oxpaHe npas rpaxgaH npu obpaboTke
reHeTM4eckom nHpopmaumm B chepax 3apaBo-
OXPaHeHUs, HAayKK, TpyAa U CTPaxoBaHus.
HemanoBaKHyto po/ib B Pa3sBUTUM POCCMICKOTO
3aKOHOAATENbCTBA MOMKET CbirpaTb paTnduKaumn
MeXAYHapPOAHbIX AOroBOPOB, Npexae Bcero KoH-
BEHLMM O 3aLmTe NpaB YesoBeKa U Ye/I0BeYECKo-
ro [LOCTOMHCTBA B CBA3W C MPUMEHEHNEM AOCTUKE-
HWIA BUoNorMKN N MeanLUMHbI: KOHBEHUMA O NpaBax
yenoseka n buomeanumHe 1997 r.° Kak otmeua-
eTca B MTepaType, 4acTb NPUHLMNOB, 3aKpen-
NEHHbIX B 4aHHOM J0KYMEHTE, YKe peann3oBaHa
B 3aKOHogaTesnbcTBe PP (Hanpumep, nposegeHue
MeANUMHCKOro BMeLIaTeIbCTBaA TO/IbKO B Pe3y/ib-
TaTe NoJiy4eHUsA NMCbMeHHOro A406poBONLHOTO
MHGOPMMPOBAHHOTO COracKA naumneHTa). OgHaKo
eCTb pA4 NPUHLMMNOB, Ha KoTopble cneayet obpa-
TUTb BHMMaHME. B OCHOBHOM OHM KacatoTcs 6uo-
MEeAMULMHCKUX U TeHETUYECKUX UCCefoBaHul (Ha-
npumep, 3anpeLLeHne AUCKPUMUHALMN YeNOBEKA
WAW TPYNMbl MO NPM3HAKaM, CBA3AaHHbIM C FeHOM
YeNI0BEeKa UK ero reHeTuyecknm Hacneamnem)o,
MpeacTaBnseTcs BOSMOXKHbIM UMMNJIEMEHTUPO-
BaTb TaK¥Ke NONOKUTENbHbIM OMNbIT 3apybeXKHbIX
CTpaH, B YacTHOCTM cTpaH EBponeickoro Cotosa.
Kak nokasbiBaeT aHa/IM3 3aKOHOAATe/IbHbIX aK-
T0B P®!!, 0TeyecTBeHHBbIN 3aKOHOAATEb B YaCTK
NPaBOBOro Peryi1MpoBaHusa 06LWEeCTBEHHbIX OTHO-
WweHui B chepe 06paboTkm MHOpMaUmK, npexae
BCEro NepcoHasibHbIX AaHHbIX, AOBOJIbHO YacTo
PYKOBOACTBYETCA OMbITOM MMEHHO AaHHbIX CTPaH.

MaTM3aLMIo, HaKoNIeHMe, XpaHeHne, yTo4HeHMe (06HoBNEHME, USMEHEHUE), N3B/IEYEHWE, UCMO/Ib30BaHME,
nepegavy (pacnpocTpaHeHWe, NpeaocTaBaeHme, focTtyn), obes3nnunsaHne, 610KMpoOBaHUE, yaaneHue, yHu-
ytoxeHue. Cm.: PegepanbHblit 3akoH oT 27.07.2006 Ne 152-d3 «O nepcoHaibHbIX AaHHbIX» // C3 P®, 2006.
Ne 31 (u. 1). Ct. 3451 ; depepanbHbIit 3akoH oT 03.12.2008 Ne 242-d3 «O rocysapCTBEHHON FeHOMHOM peru-
cTpauun B Poccuitckoin ®eaepaummn» // C3 PO, 2008. Ne 49. Cr. 5740.
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C3 P®. 2002. N2 1 (u. 1). Cr. 3.

BepgomocTtn CHA, 1 BC P®. 1993. Ne 2. Ct. 56.
CNC «KoHcynbTaHTMAOC».

0 0 N O wn

HayK /1. H. bepr. M., 2021. C. 72-73.
11

Cm.: feHOM, YenoBeK, NPaBo: NPob6AEMbI TEOPUM U NPAKTUKKM NPABOBOrO BO34eNCTBMA / Nog pea. A-pa topua.

3aKOH 0 NepcoHanbHbIX AaHHbIX BO MHOTOM Ay6aupyeT nonoxeHus PernamerTa Ne 2016/679 Esponeiickoro

napnameHTa n Coseta EBponelickoro Cotosa «O 3aLmTe pUsnMyeckmx uL, npm 06paboTke NepcoHabHbIX AaH-
HbIX M 0 CBO6OAHOM 06palLleHUMN TaKUX AaHHbIX, a TakKe 06 oTMeHe [dunpekTnebl 95/46/EC» (URL: https://eur-
lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32016R0679 (aaTa obpauieHna: 07.12.2021)) (nanee —
O6Wwuit pernameHT 0 3aLmuTe NEePCOHabHbIX AAHHbIX).
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Tak, B cTpaHax EC Ha gaHHble 0 340p0OBbe U
reHeTMYecKkMe AaHHble PacnpocTpaHeH NpaBo-
BOM PEXUM NEPCOHA/IbHbIX AAHHbIX, @ TaKXe
TalHbl YaCTHOW XMU3HMI2, ITO 03HavaeT, 4To Ha
06paboTKy TaKMX AaHHbIX TpebyeTca nonyvyeHue
MHPOPMUpPOBAHHOTO A06POBOSBLHOrO cornacus
nvua, ux npegoctasnatowero. B cnyyae obes-
NMymBaHuA (AaHOHUMMU3ALUMM) COOTBETCTBYHOLLMX
OQHHbIX pacnpocTpaHeHWe NPaBOBOro pexuma
NepCcoHasibHbIX AAHHbIX U TalHbl YaCTHOM KU3HU
Ha HUX UCKKOYAETCA, B CBA3M C YEM OHU MOTYT
NCNoNb30BaTbCA, HANPUMep, 41A NpoBeaeHUA
HAy4YHbIX UCCNEA0BAHUN, B TOM YMCNE NYTEM UX
nepegauv TpeTbum Amuam. LenecoobpasHo npeg-
YCMOTpPEeTb B POCCMMNCKOM 3aKOHOAATENbCTBE B
OTHOLLEHUN FreHeTnYecko nHdopmaummn (BKAO-
YeHHOM, Hanpumep, B Hay4YHO-UCCAea0BaTE b-
CKMe 1 TepanesTuyeckne 6uobankun?) ananormu-
Hble NOMIOKEHUA: C OAHOMN CTOPOHbI, OHW MOMOTYT
obecneunTb oxpaHy NpaB rparkaaH, c Apyron —
6yayT cnocobcTBOBATL PAa3BUTUIO HAyKK, peLle-
HUIO NPaKTUYECKMX 3a4aY.

B topuanyeckoi antepaTtype BbICKa3blBAtOTCA
pa3/IMYHble TOYKM 3pEHNA OTHOCUTENBHO TOrO, C/e-
OYET N B KOHCTUTYLLMW TO UAM MHOWM CTPaHbI 3a-
KpPennATb NPaBO HA 3aLLUTY reHeTUYeCcKom NHbop-
MaLMK 1 CBA3AHHbIE C HUM NpaBa. CTOUT OTMETUTD,
YTO HEKOTOpPbIE CTPaHbl 3aKPENU/IN B CBONX KOH-
CTUTYUMAX NoA0OHble NosoXKeHUs. B cTaTbax 119,
120 1 121 Coto3HoWM KoHCTUTYuUMK LLBelapckom
KoHdbenepauunu 3akpenneHbl npasa B chepe pe-
NPOAYKTUBHON MeANLMHbI, TEHHOWN UHXXeHepumn
YyenoBeKa M TpaHcMaHToNOrMK. [TpaBo Ha 3aLnTy
CBOEWN reHeTUYEeCKON MAEHTUYHOCTM 3aKpEnIeHo
B HOBOW pegakumm u. 5 ¢1. 5 KoHctutyumm Mpeunn.
B vactu 3 cT1. 26 KoHcTutyumum MopTyranbckoi Pec-
ny6AMKKM yKa3aHo, YTO 3aKOH rapaHTUpPYeT ANYHOoe
AOCTOMHCTBO U reHETUYECKYHO MAEHTUYHOCTb Yeno-
BEYECKOWN IMYHOCTM, B YaCTHOCTU NPU CO34aHUM,
pa3paboTke M MCNONb30BAHUM TEXHONIOTUI U B
Hay4HbIX 3KcnepumeHTax*?.
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Paccykpaa o He06X04MMOCTU 3aKpenieHuna
nepeyuncsieHHbIx Npas B KOHCTUTYLUK PO, moXxHO
npusectn cnosa E. E. HUKMTUHOI, KOoTOpas nona-
raeT, YTO 4YaCTb TaKUX NpPaB «BblTEKaeT U3 Npas
YyenoBeKa, KOTopble yrKe 3aKpenneHbl B KOHCTUTY-
umn PO»%5, TeHeTnueckaa nHpopmaLma asnserca
3/1eMeHTOM 06BbEKTOB Pa3HOOOPA3HbIX KOHCTUTY-
LMOHHbIX NPaB YenoBeKa U rpaxaaHuHa (Hanpu-
Mep, NPaBa Ha 340P0Bbe, NPaBa HA TaMHY YacTHOM
YKM3HU, LOCTOUHCTBA IMYHOCTU U T.A4.), COOTBET-
CTBEHHO, MOMET BbICTYNaTb 06BbEKTOM KOMMNIEKCa
pas/INYHbIX MO CBOEM OTPAC/TIEBON MPUHAAIEKHO-
CTW NPABOOTHOLIEHWIN: KOHCTUTYLLMOHHbIX, FPaK-
AAHCKKX, TPYLoBbIX U T.4. HeobxogmMmo npusHaTh,
yto KoHcTutyumna PO nmeeTt Hble Liean NpuHATUA
N He J0/1KHa OCYyLLEeCcTB/ATbL NPaBOBOE Pery/npo-
BaHMe pa3HoOobpasHbIx OTHOWeHMN. bonee Toro,
cyulecTtsytollas (norMyHas) cTpyktypa atoro 6a-
30BOrO aKTa He M03B0/IAET BHECTU COOTBETCTBYIO-
wme npasKku. MHbIMKU cnoBamu, B U3ameHeHUM KoH-
CTUTYLLUM HET HEOBXOAMMOCTN U BO3MOXKHOCTH.
C apyroi CTOpOHbl, aHOHUMMU3NUPOBAHHbIE NEPCO-
HanbHble cBeaeHus — 37o nybnuyHasa coepa, v B
COOTBETCTBYIOLLEN YACTN poccuiickaa KoHCTuTyuna
npaBoBoe obecneyeHne He OCyLLLECTBAAET.

leHeTUYecKan MHGoOpMaL A ABNAETCA B NEPBYIO
oyepenb 3N1eMEHTOM 0OBEKTA TAKOTO KOHCTUTY-
LMOHHOrO Npasa, Kak NpaBo Ha 3a40poBbe. [JaH-
HOMY npaBy NocsALLeH 3aKoH 06 oxpaHe 340po-
BbA. 9TOT HOPMATMBHbIN NPABOBOM aKT 3aHMMAET
LEeHTpa/ibHOe MecTo B MPaBOBOM PeryimpoBaHum
COOTBETCTBYHOLLUMX OBLLECTBEHHbIX OTHOLIEHWI, B
CBA3M C YEM MMEHHO B HEM AO/XKHbl 3aKPENNATLCA
NnpaBoBble, OPraHN3aALMOHHbIE U SKOHOMMUYECKME
OCHOBbI TaKoM oxpaHbl. O4HaKO oxpaHa 340po-
BbA rpakAaH TaKXKe OCYLLEeCTBAAETCA C MOMOLLbIO
HOPM Pa3/INYHbIX OTPac/el NpaBa M 3aKOHoAa-
TenbCTBa (rpaykAaHCKOro, TPYAO0BOrO, YrO/I0BHOTO,
aAMUHUCTPATUBHOIO NpaBa, MHGOPMALMOHHOTO
3aKoHoZaTenbcTBa U Ap.). Kak nokasbiBaeT aHa-
113 3aKoHoaaTenbceTea EC, MMEHHO TaKOW MHOTO-

Cm.: ObwmiA pernameHT O 3almMTe MNEPCOHasNbHbIX AaHHbIX ; PekomeHaaumn KomuTteta MuHucTpoB EC

rocyaapcream-4ieHam «06 nccneaoBaHMAX 61onornyecknx MaTepnanoB 4YenoseyeCKoro npoucxoxage-

HUA»

2016 r. //

URL: https://search.coe.int/cm/Pages/result_details.aspx?Objectld=090000168064e8ff

(maTa obpaweHua: 07.12.2021) ; PekomeHgaumMm Komuteta MMHUCTPOB rocyAapcTBam-ydacTHUMKam «O 3a-
WMTe [AaHHbIX, Kacatowmxca 3goposba» 2019 r. // URL: https://search.coe.int/cm/Pages/result_details.
aspx?0bjectID=090000168093b26e (aaTa obpalieHuma: 07.12.2021).

13

O knaccudmKaumm 6uobaHkos cm.: bossmaHosa E. C., Mmekoea M. I1. Buabl buonornyeckmx 6as aaHHbix (6mo-

6aHKoB) // BecTHuK TTY. Mpaso. 2021. Ne 41. C. 136-148.

14

poccuiickoro npasa. 2020. Ne 8. C. 27-44.

15 HukumuHa E. E. YKas. cou.
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CTOPOHHMI Noaxon, Nnpn 0b6paboTKe reHeTUYeCcKom
nHbopmaumm asnsetca 3PpPeKTUBHDLIM.

Cpean UHbIX oTpacael 3aKoHoAaTeNbCTBA Che-
AyeT 06paTUTb BHUMaHME Ha MHPOPMALIMOHHOE
3aKOHOAATENbCTBO U €10 CTPYKTYPHbIN 31eMEHT —
3aKOH O NepCOoHaNbHbIX AaHHbIX. XOTA OAHHbIN
3aKOH M NpU3BaH peryiiMpoBaTtb rpynmny oTHOCK-
Te/IbHO OA4HOPOAHbIX OOLLECTBEHHbIX OTHOLLIEHWH,
CBA3aHHbIX C 06pabOTKON NepPCOHaANbHbIX AaHHbIX,
OCyLLecTBASEMOM Pa3HbIMU INLLAMWU C UCMO/b-
30BaHMEM CpeAaCcTB aBTOMaTU3aLMK, HE CTOUT
0CTaBNATb 6€3 BHUMAHMA TO 0BCTOATENBCTBO, YTO
XapaKTepHOM 0COBEHHOCTbIO TaKMX OTHOLLEHUI
ABNSAETCA UX CONPUYACTHOCTb CO MHOrMMMK cdepa-
MW KM3HM CyObEKTA NEPCOHA/IbHbIX AaHHbIX (che-
paMM 34paBOOXPAHEHUA, CEMbBM, TPYAA, CTPAXOBA-
HWA U T.N.). B 3TOM CBA3M MOMKHO CAENaTb BbIBOA O
TOM, YTO HOPMbI 3aKOHa O NEePCOHA/IbHbIX AaHHbIX
MMELOT KCKBO3HOM» XapaKTep 1 nogsexaT npume-
HEHWIO KO BCem 06LLLeCTBEHHBIM OTHOLLEHUAM, TaK
WU MHa4e cBA3aHHbIM ¢ 06paboTKoM NepcoHanb-
HbIX AaHHbIX'®. IMEeHHO No 3ToM NpuYMHe BMANTCA
pa3yMHbIM Ha4yaTb COBEPLUEHCTBOBAHME POCCUI-
CKOro 3aKoHopaTeIbcTBa B chepe oxpaHbl Npas
rpaxkaaH npun obpaboTke reHeTUYecKon MHPopma-
LUK C BHECEHMA M3MEHEHW B 3aKOH O NEepPCOHaNb-
HbIX AaHHbIX. Mo npegnaraemomy NyTn pasBUTUA
nowen v 3akoHogatenb EC, KoTopblii obecneumn
OXpaHy COOTBETCTBYIOLWMX MPaB CBOMX FpaxaaH
npexae scero O6LWMM pernameHTOM O 3aluTe
NepCoOHasbHbIX AAHHBIX.

B cTaTbto 3 3aKOHA O NEPCOHaNbHbIX JAHHbIX,
copepKallyto OCHOBHblE MOHATUSA, HeobxoaANMO
BK/IIOUYNTb TaKMe NOHATUSA, KaK «MepCcoHasbHble
OaHHble 0 34,0p0OBbE» U «TeHEeTUYECKMe cBeae-
HuA»Y’. HeobxoaMMoCTb BBEAEHWA NOHATMA «Nep-
COHanNbHble JaHHble 0 340p0Bbe» 0byCc/OBAEHA
TEeM, YTO reHeTUYEeCcKne CBeAeHMA HeoTAEIMMbI OT
[aHHbIX O 3,0POBbE: HA OCHOBAHUW FrEHETUYECKUX
CBeAEeHUIN MOMKHO MONYYNTb AAHHbIE, KOTOpble
OTHOCATCS K COCTOAHMIO 340Pp0BbA PUIMYECKOTO
INLA W PACcKpbIBAOT MHPOPMALMIO O NPOLLJIOM,

TeKylem 1 byayuem cocToaHUM ero Gpnusnyeckoro
WU MCUXONOTMYECKOTO 340p0BbA. C yyeTom noso-
¥eHui ObLero pernameHTa nepcoHasibHble AaH-
Hble 0 34,0P0BbE MOXKHO OMNPEeAeNNTb Kak AaHHble,
Kacatowmecs GM3NYEeCcKoro Uam NCUXMYEcKoro 340-
POBbA /1ML, B TOM YMC/IE MOJly4aemble NPU OKasa-
HUW MEeAULMHCKUX YCYT, KOTOPbIE PAaCcKpPbIBaOT
MHPOPMALMIO O COCTOAHUMN €ro 340POBbA.

B KayecTBe OCHOBbI NOHATUA reHETUYECKUX
CBeAeHU MOXHO B35iTb onpeaeneHne reHeTu-
YeCKMX AaHHbIX, TaKKe npueeaeHHoe B O6Lem
pernameHTe O 3alMTe NepPCcOHaNbHbIX AAHHbIX,
roe «nog reHeTUYeCKMMM AaHHbIMU NOHUMAIOTCA
nepcoHasbHble AaHHble, Kacalowmeca yHacaemo-
BAHHbIX UM NPUOBPETEHHBIX FEHETUYECKMX XapaK-
TEPUCTMK GU3MYECKOTO NLLA, KOTOpble NPefoCTaB-
NAT YHUKANbHYO MHPOpMaunio o dusmnonoruu
WKW 300PpOBbe YKa3aHHOTo GU3NYECKOro anua u
KOTOpble ABNAIOTCA Pe3y/bTaToOM, B YaCTHOCTH,
aHanusa buonornyeckoro ob6pasua COOTBETCTBY-
ouwero pusmyeckoro nnua». BeeaeHue takoro
NleraibHoro NoHATUA NO3BOJIUT HE TOJIbKO O4HO-
3HAYHO PeLInTb BONPOC 06 OXpaHe reHeTUYeCKUX
CBEAEHWI C NO3MLMM 3aKOHOAATENLCTBA O NEPCO-
Ha/IbHbIX AAHHbIX, HO M PACMPOCTPAHNUTL NPaBOBOM
pPeXMM NepcoHabHbIX ZaHHbIX Ha Buonornyeckne
06pasubl (6Mo0obpasLbl), B KOTOPbIX 3TU CBEAEHUA
coaeprkatca. Takum 06pasom, B pOCCUIACKOE 3aKo-
HOAATeNbCTBO ByAeT MMNIEMEHTMPOBaH NOAXOA,
CNOXKMBLUMICA B NpaKTUKe EC, cornacHo KoTopomy
B CBA3U C Tem, 4To Buoobpasel, (B pnsmyeckom
CMbICNE) ABNAETCA UCTOYHUKOM UK CPEeACTBOM
nepegayn reHeTUYeCKMX CBEAEHMUM, Ha HEro TaKKe
[OJ/IKEH PacnpoCTPaHATLCA NPaBOBON PeXUM nep-
COHanbHbIX AaHHbIX™,

3aKpenieHne NoHATUA «KTeHeTUYecKne ceeae-
HUA» B 3aKOHE O NepPCOHaNbHbIX AaHHbIX MO3BOANUT
paspeLlwmnTb Npobaemy Ux oTrpaHMYeHns ot bumo-
METPUYECKMX NEePCOHA/IbHbIX AAaHHbIX. MPUHLM-
NManbHOEe pasnune mexay HUMM 3aKaYaeTcs
B TOM, 4TO BUOMETPUYECKME NEPCOHASbHbIE AaH-
Hble He BK/1I0YaloT B cebs JaHHble 0 340PO0BbE,

16 YckntoueHne coCTaBNAIOT OTHOLLEHMA, NePeUncieHHble B 4. 2 cT. 1 3aKoHa 0 NePCOHaNbHbIX AaHHbIX.

17" ABTOpbI CTaTbW UCXOOAT U3 HEOBXOAMMOCTM PasrPaHUYEHNA TaKUX MOHATUIA, KaK KreHeTUYECKUe CBEAEHMAY
N «FeHETUYECKME AAHHbIE», NPUYEM MOHATUE KFeHEeTMYECKana MHPOPMaLMA» ABAAETCA POAOBbIM NO OTHOLLE-
HUIO K HUM. [eHeTUYeCKue cBefleHWs NPeACTaBAAOT COB0M NePCOHNPULIMPOBAHHYIO FreHETUYECKYH (reHOM-
Hyt0) MHPopMauMio (cBeAEHMA), NOCKO/IbKY UMEIOT UHAMBUAYA/IbHbIN, MEPCOHA/bHbIA XapaKTep Kak OTHO-
cAWMeca NPAMO UM KOCBEHHO K MAEHTUOULMPOBAHHOMY UK MAeHTUOMLMPYEMOMY GU3NYECKOMY NULLY.
leHeTMYeCcKMe AaHHble — 3TO HenepcoHUdULMPOBaHHbIE (AHOHUMU3MPOBAHHbIE) FTEHETUYECKME [aHHbIE,
KoTOpble XapaKTepusytoTca ¢opmanmM3oBaHHbIM BUAOM, YaCTO COAEPKATCA B MHOOPMALMOHHOM cucteme 1
B CBA3M C 3TUM — CUCTeMaTM3npoBaHbl. Cm.: bosimaHosa E. C., Umekosa M. [1. TeHeTuyeckaa nHpopmauus B
cucteme 0b6bEKTOB rpaxaaHcKmx npas // Lex russica. 2019. Ne 6. C. 110-122.

18 Cm.: meroea M. [1. BuobaHK Kak 06beKT npas // MypHan poccuitckoro npasa. 2020. Ne 12. C. 54-65.
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[epcnexkmuabl pasgumus poccuiicko2o 3aK0HOAAMebCMEA 8 (hepe 0XPaHy! NPag 2paxoaH. . .

XOTA U XapaKTepusylT bruonormyeckne ocoben-
HOCTM YeNoBEeKa, B TO BpEMA KaK reHeTU4ecKne
cBefeHus B OCHOBHOM cogeprKaT nHopmaumio
0 30pOBbe YenoBekKa. Paznmuaet mexay coboit
NMOHATUA «KreHeTMYeCcKne AaHHble» N «bruomeTpu-
yeckue AaHHble» 1 3akoHoaaTenb EC (cm., Hanpu-
mep, cT. 4, 9 Obuwero pernameHTa O 3aLuTe nep-
COHa/IbHbIX AAHHbIX).

C yyeToMm CKa3aHHOro reHeTUYeCcKune ceeaeHus
cnenyet OTHECTM K CneumnanbHO pasHOBUAHOCTH
NepCcoHasibHbIX AaHHbIX U YNOMAHYTb UX B Y. 1
cT. 10 3aKOHa 0 NepcoHasbHbIX AaHHbIX (KaK 3To
6b1/10 cAeNaHO B OTHOLEHUM AaHHbIX O 340P0-
Bbe), yCTaHaB/MBaloLLel oblunii 3anpeT Ha obpa-
6OTKY TaKMX AaHHbIX. HazBaHHaA YacTb A0MKHA
copeprKatb cnepyowmii Teket: «O6paboTKa cne-
LMaNbHbIX KaTeropmit NepcoHasibHbIX AaHHbIX,
KacatoLMXcA pacoBOM, HALUMOHANbHOM NPUHASA-
NeXKHOCTU, NONINTUYECKMX B3MNSAL0B, PEIUTMO3HbIX
nnn dunocodcknx ybexxaeHni, a Takke obpabort-
Ka JaHHbIX, KacaloLWmXca 310P0Bbs, FTEHETUUYECKUX
CBeAEHUN, UHTUMHOM XM3HU, He AOMNYyCKaeTcs, 33
WCKNOYEHMEM C/TY4aEeB, NPeayCMOTPEHHbIX Y. 2 U
2.1 HacToAWen cTaTbn». Hago npmnsHatb, UTo PO
He ByaeT nepBONpOXoALEeM: aHAaNOTMYHbIM 06-
pa3om nocTynun 3akoHopaTenb EC, oTHecwmni
reHeTUYeckue AaHHble K 0COBbIM KaTeropmam
nepcoHasbHbIX AAaHHbIX, B OTHOLWEHMN KOTOPbIX
YCTaHOB/IEH 3anpeT Ha Ux 06paboTKy, 3a UCKAIO-
YeHUEeM OTAENbHbIX Cly4aes.

MN3meHeHUA HeobxoaMMOo BHECTU M B 3aKOH
06 oxpaHe 340p0Bbs, B NEpPBY0 oYepenb B 4acTu
OCHOBHbIX NPUHLMNOB OXPaHbl 3,0POBbA rParkaaH
B P® (cT. 4 3akoHa 06 oxpaHe 340p0BbA). Mpuyem
peyb AOMKHA UATU HE O BBEAEHWMU HOBbIX MPUHLM-
nos, a 06 YTOYUHEHUM CYLLECTBYIOLIMX, @ UMEHHO:
cobnogeHne npas rpaxkaaH B chepe oxpaHbl 340-
poBbA M obecneyeHne CBA3AHHbIX C STUMMU Npa-
BaMW rocy4apCTBEHHbIX rapaHTui (cT. 5); cobnto-
AeHune BpayebHol TakHbl (cT. 13). CoaepKaHue
3TUX NPUHLMMNOB AONXKHO MMETb TaKOW 3/IEMEHT,
KaK HeJonyCTMMOCTb FEHETUYECKON ANCKPUMN-
HaLMW NpuK OXpaHe 340Pp0BbsA rpaxaaH. Kak npeg-

CTaBAAETCSA, aKUEHTUPOBAHNE BHUMAHMA HA HeZo-
NYCTUMOCTM TaKOW AUCKPMMUHALMM B HA3BAHHbIX
NPUHLMMIAX NO3BOAUT U3bexaTb ee NPM OKazaHUK
MeAMUMHCKOM NOMOLLM, @ TaKKe BO BCEX MUHbIX
061eCcTBEHHbIX OTHOWEHUAX, NOANaAAOLWMX
nog coepy NpaBoBOro peryiMpoBaHms 3akoHa 06
oxpaHe 380posba (cT. 1)%°.

UTak, npMHUMN «cobnogeHns npas rparkgax
B chepe oxpaHbl 340p0BbsA U 0becrnedyeHns CBs-
3aHHbIX C 3TUMW NPaBaMM rOCYAAPCTBEHHDIX ra-
PaHTUIA» HYXKHO AOMONHUTL YKa3aHMEM Ha TO, YTO
rocygapctBo obecneymBaeT rpaxaaHam oxpaHy
3[,0POBbs BHE 3aBUCUMOCTU HE TONIbKO OT Ha/IMYms
3abon1eBaHN, HO M 0M NPedpPacronOHeHHOCMU K
maxkum 3a601e8aHUAM, 8 MOM YUCAE 8biABAEHHOU
npu oKa3aHUU MmeduyuHCcKol nomowu (4. 2 €T. 5
3aKoHa 06 oxpaHe 340p0BbA); rOCYAaPCTBO rapaH-
TUPYET rpaxaaHam 3awwmTy ot ntobbix popm aAnc-
KPUMMHALLMKN, 06YCNOBAEHHOW KaK UX npedpacrno-
/I0XEHHOCMbIO K 306071€8AHUAM, TaK N HAANYMEM
Y HUX KaKkux-nnbo 3abonesaHmi (4. 3 cT. 5 3akoHa
06 oxpaHe 340p0oBbA).

B yactn 1 cT. 13 3akoHa 06 oxpaHe 340p0BbA
noa HasBaHuem «CobntoaeHue BpavyebHo Ta-
HbI» BaXKHO 3aKPENUTb, YTO BpauebHyto TaliHy co-
CTaBNAIOT TaKKe reHeTUYecKme ceegenmna. Kpome
aTOro, HeobxoaMMO onpeaennTb 3aKpPbITbIN Nepe-
YyeHb C/ly4aeB, KOraa AonycKaeTca pasrnaleHue
TaKMx CBEAEHWUI be3 cornacus nua, NpefocTaBuB-
LIero TakMe CBeAEHUS, UM €ro 3aKOHHOro npea-
cTaguTens.

OTAeNbHOro BHUMaHMUA 3aC/YXKMBAET 3aKOHO-
AatenbHoe obecneyeHue npas rpaxgaH PO B cde-
pe oxpaHbl 340P0OBbA, B YaCTHOCTU NPABO Ha UH-
dopmaumto o coCToAHNM 380poBbA (CT. 22 3aKoHa
06 oxpaHe 340poBbsA). B coctas Takon HPopma-
UMK cneayeT BKAOYUTL FEHETUYECKME CBEAEHMA.

Kak oTMeyanochb Bbile, OXpaHa NpaBa rpaxkaaH
Ha 340poBbe Npu 06paboTke reHeTUYECKOM UH-
bopmaumm ocyLwecTBAAETCA HOPMaMU PasIUYHbIX
oTpacne npasa v 3akoHogaTtenbcTea. C yyueTom
MHOFOrPaHHOCTN COOTBETCTBYHOLLMX OTHOLIEHUI U
MX NPaBOBOrO ONOCPEAOBAHNA B PaMKax HacTosA-

12 B HeKoTOpbIX cTpaHax 6blM NPUHATLI OTAE/bHbIE 3aKOHbI, MOCBALLEHHbIE HEAOMYCTUMOCTU TaKON ANCKPUMM-
HaLMK B pa3nyHbIX chepax 0bLLecTBEHHbIX OTHOWeEHMM (Hanpumep, B CLLA NpMHAT 3aKOH 0 3anpeTe gUCKpu-
MMWHaUUKM Ha OCHOBe reHeTu4yeckom nHpopmauum 2008 r., B KaHage — 3aKOH 0 3anpeLeHnn reHeTUYecKom
AUCKpMMUHaumm 2017 r.). HegocTaToK Takoro noaxoAa BMAMTCA B TOM, YTO MPUM HEM NoAYepKUBaETCA UC-
KNHOYUTENbHbIA XapaKTep reHeTuyeckon nHpopmaumum, ee ocoboe mecto cpeam Apyrnux BUAOB MHPopMaLmm
NPUMEHUTENIbHO K TON UK MHOM cdepe obLecTBEHHbIX OTHOWeEHMA. OgHaKO, Kak 6bl10 OTMeYEeHO Bbilwe, No
NoBOAY reHeTUYECKOM MHPOPMALMM MOXKET BOSHMKATb KOMM/IEKC PA3HOPOLHbIX OOL,ECTBEHHbIX OTHOLIEHUH,
perynanpyembix passiMyHbIMW OTPAC/IAMM NpaBa M 3aKOHOAATENLCTBA. B 3TOM CBA3M ONTUMA/bHBIM ABASETCA
BHECEHME TOYEYHbIX U3SMEHEHUI B COOTBETCTBYOLLME 3aKOHOA4ATeNbHbIE aKTbl PP, yunTbiBatowme cneundmky

TaKMX aKTOB U Peryimpyembix MMU OTHOLLIEHWUIA.
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LLLel cTaTby ByaeT pacCMOTPEHO rpaXKaaHCKoe n
TPYAOBOE 3aKOHOAATENbCTBO Ha NPeAMET UX Co-
BEPLUEHCTBOBAHUSA AN1A 3aKPENIeHUsa N pa3BuUTUA
OXpaHbl NpaBa rpa*kgaH Ha 340PO0BbLE.

Mpexae BCcero, BOSHMKaET BOMPOC 0 Heobxoau-
MOCTU nameHeHuA cT. 150 MNpakgaHCKoro Koagek-
ca PO (vactb nepsas) ot 30.11.1994 Ne 51-®3%°,
KOTOpas 3aKpennseT nepeyeHb 06 bEKTOB rpax-
AaHCKMX npas. [paxaaHCKoe 3aKoHOAaTeNbCTBO,
ncxoga u3 notpebHoctel YyHUPUMKALUM N MaK-
CUMaNbHOM OonNpeaeneHHOCTU peryinpyemblx
UM OTHOLIEHMI, NOoCNeaoBaTeNbHO NOAXOAUT K
BOMPOCY O cMcTeMaTu3laummn obbekTos npas. Cy-
LLLeCTBYIOLLME NOMOMKEHMA FPAKLAHCKOTO 3aKOHO-
0aTeNnbCTBa NPeacTaBAAITCA AOCTAaTOYHbIMU A5
TOro, 4Tobbl cAenaTb BbIBOA O NPAaBOBOM CTaTyce
61006pasLoB U coaepKalLencs B HUX reHeTu4ye-
CKoM nHbopmaumun. buoobpasubl — 370 BewM, a
reHeTMYecKme CBeAeHNs — COCTaBHAA YacTb TaKMUX
06bEeKTOB, KaK 340p0OBbe, TaNHA YACTHOM KMU3HMU
1 6a3a gaHHbIX?L. Mpuuem TaliHa YaCTHOWM KU3HM
AB/IAETCA CBOEro poAa NpaBOBOM rapaHTuein pea-
in3aumnm NpaBa Ha 340p0OBbe, Mo KpaliHen mepe
C TOYKM 3peHMA ero MHGOPMaLMOHHOM COCTaB-
naouwen. NpuHUMNManbHO MHOM noaxoA K 6uo-
obpasuam 1 reHeTUYeCKMM CBEAEHNAM — MoAXo[,
KaK K 06BbEeKTY OTHOLIEHMWM, OCHOBAHHbIM Ha UX
cneundmrke, — OONKEH 3aKPENIATLCA B HOPMaX
cneumanbHOro 3aKoHoAaTebcTBa (3TO 3aKOHbI O
NnepcoHanbHbIX AaHHbIX, 06 oxpaHe 340poBbA).

B uenax obecneyeHmn paBeHCTBA NpaB U CBO-
604 yenoBeKa U rpaxgaHuHa B chepe Tpyaa u
cTpaxoBaHuA cneayet B TpyAaoBoM Kogekce PD?2,
3akoHe P® «0O6 opraHM3aLunm cTpaxoBoro gena
B Poccuiickon deaepaunmn» 3aKpenuTb NPUHLMN
3aMpeLweHmns TEHETUYECKOM AUCKPMMUHALUN.
B uenax nocnesosaTenbHOM peanm3aumnmn AaHHOIo
NPUHLUMNA B COOTBETCTBYHOLLNX aKTax TpebyeTcs
BBECTM 3anpeT gna pabortoaarenei, CTpaxosbix
opraHusaymit TpebosaTtb oT paboTHUKOB, CTpa-
X0BaTeNen N UHbIX TPETbUX KL, (Hanpumep, Nud,
OKas3bIBaOLWMX MeAULIMHCKUE YCAYTU, 1L, 3aHU-
MaOLLLMXCA UCCNef0BaHUAMM C UCNONb30BaHNEM
6UOMeaMLMHCKMX KNIETOYHbIX NPOAYKTOB U 61M006-
pa3L0B Ye/I0BEYECKOro MPOUCXOXKAEHWNS) pacKpbl-
TUSA TEHETUYECKUX CBEAEHUM B OTHOLWIEHMN cebA,
YNEeHOB CeMbM, POACTBEHHMKOB, @ TaKXKe MHbIX

20 C3 P®. 1994. Ne 32. Ct. 3301.
21

C. 110-122.
2

nnu. Kpome atoro, uenecoobpasHo ycTaHOBUTL
3anpeT Ha NPoOXOXAeHMNe reHeTUYECKOro TeCTU-
pOBaHMA U (MNK) NpenocTaBAeHNE FTeHETUYECKUX
CBeAEHWN B Ka4eCTBe YC/N0BUA 3aK/T04YEHMUA, U3me-
HEeHMA UK NPEKPALLEHUA TPYAOBOIo AOrOBOPa,
[0roBopa CTpaxoBaHMA.

HemanoBaHbIit HTepec ANA pa3BUTUA POC-
CWICKOro 3aKOHOAATENIbCTBA NpeacTaBnfeT obpa-
60TKa reHeTu4ecKol MHbopmMaLmKn Npu nposeae-
HUM HaYYHbIX UCCNEA0BAHNI C UCNONb30BAHUEM
61006pa3L0B YEOBEYECKOrO MPOUCXOKAEHMUA.
Ecnn pykosoacteoBaTbcA cT. 1 3akoHa 06 oxpaHe
3,0p0BbA, onpefenArLLei obLecTBeHHble OTHO-
WeHus, nognagatowme nog chepy AecTBmA AaH-
HOrO 3aKOHa, TO MOXHO CAEeNaTb BbIBOA O TOM, YTO
3TWUM 3aKOHOM HUWKaK He OXBaTbIBalOTCA Ha3BaH-
Hble obuLecTBeHHble OTHOLWEHMA. Poccuiickomy
3aKoHOAATENt0 HEOBXOANMMO yperynmpoBaTb 3TH
OTHOLLEeHUA. B cnny nx cneyndukm, Kak npeacras-
naetcs, TpebyeTca NPUHATL OTAE/bHbIV 3aKOH. He
CNly4aliHO Nno 3aTOMy NyTK Nowen n EBponeickmi
Coto3, KoTopbli pa3paboTtan Ans rocygapcrTs —
yneHoB EC PekomeHpgaunm «06 nccnegoBaHuAx
H6uonorMyecknx maTepunanos YeN0BEYECKOTO NPo-
ncxoxaeHus» (2016 r.) Npeacrasnaertca gony-
CTUMbIM AaTb TaKoe »Ke Ha3BaHMe poccuiickomy
3aKoHy: ®eaepanbHblil 3aKoH «06 Mccnefo0BaHUAX
H6uonormyeckmx obpasLLOB YesI0BEYECKOTO NPOUC-
XoxaeHna». CTPYKTYPHO OH MOXKET COCTOSTb U3
cnenyowmx rnas:

lnasa 1. O6wme nonoxKeHus.

lnasa 2. MNpuHUMNBI NPOBEAEHMA UCCAea0Ba-

HUI C ncnosb3oBaHMeM 6Moob6pas3LoB Yeno-

BEYECKOIo NMPOUCXOXKAEHUA.

lnasa 3. MNpaBa 1 06A3aHHOCTMN Y4aCTHUKOB

nccnefosaHui, MPOBOAMMBIX C UCNO/Ib30Ba-

Huem 61M006pa3LOB HENOBEYECKOTO MPOUCXOXK-

heHus.

lnaBa 4. bBUobaHkKu.

lnaBa 5. 9Tyeckad skcnepTU3a UccnefoBaHUM

C Ucnosb3oBaHMem 6MoobpasLos Yenoseye-

CKOro MPOUCXOXKAEHMA.

lnasa 6. KoHTpoAab 1 Haa3o0p 3a npoBeaeHmem

nccnenoBaHui ¢ Ucnonb3oBaHnem brnoobpas-

LLOB 4e/I0BEYECKOrO MPOUCXOXKAEHUA.

lnasa 7. OTBETCTBEHHOCTb 3a HapyLleHus, 40-

nyLleHHble NPU NPOBEAEHUU UCCEL0BAHMUI

bonmaHosa E. C., Umekosa M. [l. TeHeTuueckaa nHPopmauma B cucteme obbEKTOB rpaxKAaHCKMX Mpas.

MOHO A0NONHUTb CylllecTByoLWMIA B TPYA0BOM KogeKce PP npuHUMN 3anpeLleHna ANCKPMMUHaLUUK B che-

pe Tpyda, a UMeHHO: 3anpeTtntb ANCKPUMUHALUNIO B OTHOLWEHUN pa60THMKa, B TOM 4Yucne no NnpusHaky ero

reHeTn4eckoro Hacneaua.
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C UcnosibzoBaHMem 6MoobpasLoB Yenoseye-

CKOTO MPOUCXOXKAEHUA.

Mnasa 8. 3aKntounTeNbHbIE MONOXKEHMUA.

B rnasy 1 «O6wme nonoxeHUa» Heobxoanmo
BK/IIOYUTb CTaTbU, OTpaxKatowme chepy aencTemsa
3aKOHa, ero LUe/lb, OCHOBHbIE MOHATUSA, a TaKKe 3a-
KOHOAaTeNbCTBO B 06/1acTu ncciegoBaHnin 61moob-
pa3LL/0B YEN0BEYECKOro NPOUCXoKaAeHUA. KoHeu-
HO, BECbMa Ba*KHO onpeaenmTb 0bLLeCcTBEHHbIe
OTHOLEHWA, NnognagatmLme nog, 4encTeme gaH-
HOro 3aKOHa, OTFPaHNYNTb UX OT OOLLLECTBEHHbIX
OTHOLLEHWI, PEryInpyembIx 4pYrMMn 3aKOHaMU,
Hanpumep PenepanbHbiM 3aKoHOM «O Buomeau-
LMHCKMX KNETOUYHbIX MPOAYKTaxX».

Ocoboe BHMMaHMeE B pamMKax r/1aBbl TaKXe
OOMKHO BbITb yaeneHo TepmuHonoruu. Mpexae
BCEro, HeobxoAMMO BBECTWN TaKoe NoHATUE, KaK
«bnoobpaseu», Nog KOTOPbIM C/1IeAyeT NOHMMATb
«BMONOrMYEcKMii maTepmran YeloBe4YeCcKoro npo-
NCXoXKAeHun, onpeaeneHHbiMm obpasom obpabo-
TaHHbIM U cogepKawmn tHbopmaumto o6 yHa-
CNefoBaHHbIX UM MPUOBPETEHHBIX TEHETUYECKUX
XapaKTepUCTUKax PMU3NMYECKOoro nLa, KotTopble
npenocTaBAAT YHUKaNbHYO MHGOPMALUIO O
dns3nonorum nam 300poBbe yKasaHHOro pusmye-
cKkoro amua»?3,

Kpome aToro, cnepyet BBECTUM TaKMUe MOHA-
TUA, KaK «aHOHMMMU3NPOBAHHbIN (MAEHTUDULK-
pyembiit) Brnoobpasew,», KaHOHUMU3NPOBAHHbIE
(naeHTUOUUMpPYEMDBIE) reHEeTUYECKME AaHHbIEY,
«AHOHUMHbIN (HenaeHTUdUUnpyembin) 6M006-
paseu», KaHOHUMHble (HenaeHTUdMUUpyembie)
reHeTUuYeckme AaHHble». TePMUHbI «aHOHUMU3U-
POBAHHbIN», KAHOHUMHbIN» CBUAETENLCTBYIOT 06
06€e3/1M4EeHHOCTH, OTCYTCTBUM CBA3U BMo0bpasLoB
N reHeTUYeCKUX AaHHbIX C M AEHTUOULNPOBAH-
HbIMWU UNKU UAEHTUDULMPYEMBIMU DUUYECKUMMN
nvuamu. Mo aTol NpuyMHe Ha aHOHMMU3UPOBaH-
HbIM (MaeHTUdMUMPYEMBII) BUoNornyeckmii obpa-
3eLl, aHOHMMU3MpPOBaHHbIe (MaeHTUdULMPYEMBIE)
reHeTM4yeckme JaHHble, aHOHUMHbIN (HENaeHTH-
duumpyembiin) buonornyeckmin obpase, aHo-
HUMHble (HemaeHTUdULMpyemble) reHeTUYecKkue
OaHHble He ByayT pacnpocTpaHATLCA NpaBoBble
peXXUMbl MEPCOHaNbHbIX A@aHHbIX U TalHbl YacT-
HOW »KM3HU. Paznnune mexay aHOHMMU3NPOBAH-
HbIMMK (MaeHTUdOULMpPYyeMbIMK) BMoobpasLLamm
N FreHEeTUYECKMMM AaHHbIMWU U AaHOHMMHbIMU

(HenpeHTUdUMUMpPYEMBIMUK) BUOOBPa3LAMK U Te-
HEeTUYECKMMM JaHHbIMM 3aK/04YaeTcA B TOM, YTO
aHOHMMU3NPOBAHHbIE (MaeHTUdMLMpPYEMble) BUO-
06pasubl M reHeTUYecKkne aaHHble He obnagatoT
CBA3bIO C ONpeaeieHHbIM GU3NYECKUM SINLLOM,
NOCKOJIbKY MHbOpMaUUs, naeHTMdULUMpYoLWan
3TO ML, 6bla 3aMeHeHa UAn pasoblueHa ¢ uc-
Nnosib30BaHMEM KoAa, AOMNYCKatoLLero obpaTHyto
onepaumio — peuaeHTUPMKaumo. AHOHUMHbIEe
(HempeHTUONUMpPYEMbIE) BMOOBPa3LbI U reHe-
TUYEeCKUe AaHHble — 3To 6noobpasubl 1 reHe-
TUYECKMNE fJaHHble, KOTOPble U3HAYaAbHO Hblan
cobpaHbl 1 3aperucTpmpoBaHbl 6e3 NpUBA3KM K
NAEHTUPULMPOBAHHOMY UAN naeHTUIUUMpPYeE-
MOMY NnLLy.

BBeneHMe nepevncieHHbIX TEpMUHOB NO3BO-
JIUT pewwnTb TpM 3aga4n. Bo-nepsblix, pasopsaTtb
NpaBoBYHO CBA3b Mexay 61oobpasLamm U reHeTH-
YecKMMM cBeAEHUAMM 3a cYeT UX 06e31nYmMBaHuUA
(aHOHMMM3BaLUKMM) U 0BecrneynTb BO3MOXKHOCTb UX
pa3fenbHOro UCNosb30BaHMA B UCCELOBAHMSAX.
Bo-BTOpbIX, pa3rpaHUYUTbL NPABOBbLIE PEKUMDI
mexay bnoobpasuamu, reHeTUHECKMMU CBeae-
HUAMM U AHOHUMU3NPOBAHHBIMM, AHOHUMHbIMMU
61MoobpasLaMmn U reHeTUYECKMMU AaHHbIMU: Ha
61Mo0bpa3sLbl U reHeTUYECKUE CBEAEHUA AO/KHbI
pPacnpoCTpaHATLCA NPaBOBble PEXMMbI Nepco-
Ha/IbHbIX AAHHbIX U TalHbl YaCTHOM KU3HMU, B TO
BPEeMA KaK pacnpocTpaHeHMe Taknx NpaBoBbIX
PEXMMOB Ha aHOHUMMU3UPOBAHHbIE M AHOHUMHbIE
61006pasLbl U reHETUYECKNE OaHHbIE AOMKHO
ObITb MCKAtOYEHO. B-TPEeTbUX, ONpesennTb Cayyau,
Korga 45 UCNo/b30BaHMA B UCCNefoBaHUAX 6u1o-
06pasLoB 1 reHeTUYECKUX CBeAeHUI/AaHHbIX Tpe-
byeTca MHPopMMpoBaHHOe J06POBO/IbHOE Corna-
CUe LA, UX NPefoCcTaBMUBLUETO (fanee — [OHOP).
TaK, Takoe cornacue Tpebyetca ana 6uoobpasuos
W reHeTUYeCKUX CBeEeHMUI, B TOM YMC/Ie B C/lyYae
UX Nepesosa B aHOHMMU3NPOBaHHble (MaeHTUdU-
umpyemble) 6Mo06pasLbl U rTeHETUYECKUE AaHHbIE.
B oTHOWEHUM aHOHUMHbIX (HenaeHTUdULMpye-
MbIX) 6M006PA3LLOB U reHETUYECKUX AaHHbIX NOJY-
YyeHue cornacma foHOpa Ha UX UCNONb30BaHWE B
NccnefoBaHNAX UCKIOYEHO, MOCKO/IbKY OHWU U3Ha-
YasnbHO 6bIIN NoNyYeHbl 63 NPUBA3KM K HEMY KaK
K OOHOpY.

Kpome sTtoro, TpebyeTcsa 3akpenuTb NOHA-
TMe 6MobaHKa. KaK NoKasbiBaeT aHaAN3 3aKOHO-

3 Mo cnpasegansomy 3amedaHuio I. C. BacuibeBa, «HM TeNO YEIOBEKA, HU €r0 NPOU3BOAHbIE HE ABAAIOTCA
BeW,amn, o6 beKTamMm BeLLHbIX NPaB M CAENOK camu Mo cebe. Takumun obbeKkTamu aBnatoTcA 6Moobpasubl —
onpeaeneHHbIM 06pazom 06paboTaHHble YeNOBEUYECKME KNETKU UAN TKaHW — MpK cobatogeHM npesycmo-
TPEHHbIX B 3aKOHe ycnoBuit» (cm.: Bacunses . C. Yenoseueckunin bBuomartepuan Kak obbeKkr npas // Mpaso-

BegeHue. 2018. Ne 2. C. 335).
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patenbcTBa EC, yalle Bcero nccnefoBaHuUaAMM C
ncnosb3oBaHMem 6Moo0bpasLLOB YeN0BEYECKOTO
NPOUCXOXKAEHUSA 3aHUMAOTC UMEHHO BUOBaHKM.
BrMobaHK MOXHO ONpeaennTb Kak topuanyeckoe
MU0, UMeloLLee KONTeKLMNIO BMonormyeckux ob-
Pa3LOB U aCCOLMNPOBAHHOM C HUM MHPOPMALMK,
npeaHasHaYeHHbIX ana 6MomeguUMHCKON aAna-
FTHOCTUKKN U (Mnn) BuomeanUNHCKUX UccieaoBa-
HUN. MNpuBeaeHHOe onpeaeneHne, 6e3ycioBHO,
MOXKET 6bITb UI3SMEHEHO POCCUINCKMM 3aKOHOAaTE-
nem. 3aKkoHopzaTeNto HeobxoaAnMMo onpesennTbes
C uccnepgoBaHUAMM, NoAnaaaoWwmmmn nog coepy
npaBoOBOro peryniMposaHusa ®egepanbHOro 3akoHa
«06 nccnegoBaHuAx buonornyeckmx obpasyos
Ye/IOBEYECKOro MPOUCXOXKAEHNSA», OpraHn3aLm-
OHHO-NPaBOBOMN GOPMON KOPUAMNYECKOTO NLA —
61obaHKa 1 YyCNOBUAMU OCYLLLECTBNEHUA €ro aes-
TenbHocTH (cm. noapobHee 06 3TOM HUXKe).

B rnase 2 «[puHUMNbI NpoBeaeHNA UccienoBa-
HWUI € Ucnosib3oBaHMeM 61006 pPasLOB YenoBeye-
CKOTO MPOUCXOXKAEHUA» BUANTCA BO3MOMKHbIM 3a-
KpenuTb cneayowme npuHumnsl: 1) cobnogeHme
npas rpa*kgaH Npu NpoBeaeHnn nccaenoBaHum
C ucnonb3oBaHMeM Mx 6MoobpasLoB; 2) npruopu-
TEeT MHTEPECOB rpaxKaaH Npu UCMNo/Ib30BaHNU UX
61noobpasLoB B UccaegoBaHuax; 3) HGopmu-
poBaHHOe f06pPOBOAbHOE COrnacue rpaxkaaH Ha
npoBeAeHne nccnefoBaHuUi ¢ UICNOb30BaHMEM UX
61006pa3LoB; 4) KOHOMAEHLMNANBHOCTL MHOP-
Mauuu, Nosy4yaemon nNpu NpoBeseHnn uccaeposa-
HWI c Ucnosib3oBaHMem 6MoobpPasLOB M OXpaHse-
MO/ B COOTBETCTBMMU C 3aKOHOM O NepCOHasbHbIX
AaHHbIX; 5) cBoboaa nccnenoBaHUiA € UCMOb30-
BaHMeM 6M006Pa3LLOB Ye/10BEYECKOTO MPOUCXOXK-
OEeHUs; 6) 3TMYECKas IKCNepTM3a UCCneaoBaHuli C
ncnosibzoBaHMem 6Mo006pa3LOB Ye0BEYECKOTO
NPOUCXOXKAEHUSA; 7) HeAONYCTUMOCTb PUCKa NPU-
YMHEHMSA BPeaa *KMU3HM 1 300POBbIO rpaykaaH npu
npoBegeHnn UccnefoBaHUn ¢ UCNOb30BaHNEM
nx 6uoobpasuos.

B rnaBe 3 «[paBa 1 06A3aHHOCTM Y4ACTHUKOB
nccnefoBaHUM, NPOBOANUMBIX C UCMOb30BAHMEM
61006pa3LLOB YE/IOBEYECKOTO NMPOUCXOMKAEHMA»
TpebyeTcA B NepBylo ovepeab YAENUTb BHUMAHUE
MHbopMMUPOBaHHOMY A06POBONBLHOMY COMNACUIO
rpaxkgaH Ha npoBeneHUe uccaefoBaHUM C Uc-
nosib3oBaHMem nx 6Moobpasyos. Kak cneayet us
aHa/n3a 3apyberKHOro 3aKoHOA4AaTeNIbCTBA, TaKoe
cornacue ABAAETCA B HacToALLEE BPEeMsl YHUBEp-
Ca/IbHbIM M 324aCTyH0 OCHOBHbIM UHCTPYMEHTOM
peryiimpoBaHuA PasanMYHbIX MO CBOEN Npupoae

OTHOLLUEHWI, BO3HUKaloWMx B chepe bruomeanum-
Hbl MPU OKa3aHUU MegULNHCKOM MOMOLLM, NPo-
BEAEHUM HayUHbIX UCCNEe0BaHUNA, MPUMEHEHUN
PENPOAYKTUBHbIX TEXHO/IOTMIA, NPOBEAEHUM rEeHe-
TUYECKUX TeCTOB, AOHOPCTBE, TPAHCMNAAHTaLUUN,
Mcnosib3oBaHUM 6MomaTtepuanos n obpaboTke
coaepKalMxcs B HUX TEHETUYECKUX N UHbIX AaH-
HbIX B MEAULMHCKMX, Hay4YHbIX, MPON3BOACTBEH-
HbIX M MHbIX Lenax?*. Mo 3Tol npnunHe B paccma-
TpUBaemMol rnase HeobxoaMMOo 3aKPEeNuTb NPaBo
rpakgaH Ha ncnonb3oBaHue Mx 6MoobpasLoB B
NUccNefoBaHMUAX TO/IbKO NPU YCO0BUM UX MHDOPMU-
poBaHHOro 406pPoBONALHOIO cornacusa. Mpuyem Ta-
Koe cor/iacue A0/MKHO bbiTb 0GOPMAEHO AOKYMEH-
TaNbHO. [JO NO/AyYEHUs corlacus A4OHOPY AO/IKHA
npenocTaBnATbLCA NogpobHaa nHpopmayma: o
Lensx uccnenoBaHmin; 06 ycnoBUAX XpaHeHUA n
MCNo/sb30BaHMA bMoobpasLoB, BK/IOYAs A0CTYN
K HUM M BO3MOXKHOCTb MX Nepeaayn TPeTbUM Nu-
LaM; UHbIX YCIOBUAX XPaHEHMA U UCMONb30BaHMA
6rnoobpasuos. JOHOP TaKKe A0/XKeH ObiTb Npo-
MHGOPMMPOBAH O NpPaBax M rapaHTUAX, Npeaycmo-
TPEHHbIX 3aKOHOM, B YaCTHOCTM O MNpaBe 0TO3BaTb
CBOE€ cor/lacie Ha UCMNoNb30BaHMe NpeaoCcTaBaeH-
HbIX UM BM006PA3LLOB N FrEHETUYECKUX CBEAEHUI B
nccnenoBaHUAX M NpaBe TpeboBaTb UX YHUUTOXKE-
HUA WU 06e3NnUYMBaHMA (aHOHMMMU3AUMN).

Kpome Toro, uenecoobpasHo B aHanusunpye-
MO rnaBe onpeaennTbea ¢ cybbektamu, obnaga-
IOLLMMM MPaBOM Ha NPOBeAEHME UCCNEeL0BAHUMN
C Ucnosib3oBaHnem 61Mo0bpasLoB YeNOBEYECKOTO
NnpoucxoxaeHus (aanee — nuccnegoBarenns), UX
npasamun U 06A3aHHOCTAMM.

B rnaBse 4 «bnobaHK» HEOb6X0ANMMO 3aKpenuTb:
TpeboBaHMA K LOPUAUYECKUM NnLam — Bnobar-
Kam (MX opraHuMsauMoHHo-npaBoson dopme,
HaMYUIO IMLEH3UM Ha NPaBO OCYLLEeCTBAEeHUSA
nccnenoBaHUi € UCNob3oBaHMeM broobpasuos
Ye/I0BEYECKOTO MPOUCXOKAEHUS U T.M.), NOPAAOK
yuypexaeHus buobaHka (HanpmMmep, MOXKHO npea-
ycMoTpeTb 06a3aTeibHy0 permctpaumo 6uobaH-
KOB B rocygapcTBeHHOM peecTpe 6uobaHKoB),
ynpasneHue B 6MobaHKe, NopALoK peopraHunsa-
UMU U INKBUZaUunM 6nobaHka.

B rnaBe 5 «3TnuecKan aKcnepTM3a nccneanosa-
HUI C UCMOJ/Ib30BaHMEM 61006 Pa3LOB YenoBeye-
CKOro NMPOMUCXOXKAEeHUA» TpebyeTca yCTaHOBUTD,
yTO 0653aTe/IbHbIM YCIOBUEM NPOBEAEHUA TAKUX
nccnegoBaHUN ABAAETCA NONyYEHUE 3aKN0YeH A
06 3Tnyeckolt 060CHOBAHHOCTM BO3MOMXKHOCTU MX
nposegeHuA. Ero nonyyeHve nossonut obecneunTb

24 TpybuHa B. A. TKaHW U OpraHbl Yes0BEKa Kak 06bEKTbl FPaKAaHCKMUX NPaB : AMUC. ... KaH4. lopua. Hayk. M.,

2020.C. 9.
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cobntoaeHMe NpaB 1 3aKOHHbIX MHTEPECOB yYacTBy-
IOLMX B UCC/IeA0BAHUAX FPaXKaaH, KoTopble A0/XK-
Hbl MPEBA/INPOBATb Haj, Hay4YHbIMU UHTEPECAMM.
Be3ycnoBHO, A0/1XKHA BbITb NpogyMaHa cuctema
KOMUTETOB MO 3TUKE NGO yupexKaeH oanH NocTo-
AHHO AENCTBYIOWMINA KOMUTET MO 3TUKE, TAKOM, Ha-
npumep, Kak CoBeT Mo 3TMKe, CO34aHHbIN B Lenax
BblAauM 3aKN04YEHNA 06 aTUYECKOo 060CHOBAHK-
HOCTWU BO3MOXHOCTU NPOBEAEHUNA KINHMUYECKOTO
nccneaoBaHUa BUOMEANLMHCKOTO KJeTOYHOTo
npoaykTa®.

BaykHO onpeaennTb NepeyeHb yCI0BUN ANs no-
JNlydeHua 3akntodeHns o6 aTnyeckoit o60cHOBaH-
HOCTW BO3MOKHOCTW NPOBEAEHMA UCCNef0BaHNI
€ Ucnosib3oBaHnMem 61Mo0bpasLoB YENOBEYECKOTO
NPOUCXOXAEHNA. K HUM MOXKHO OTHECTH, B YacT-
HOCTW, cneaytloume ycnosua: 1) pusmndeckoe nuuo,
OTBETCTBEHHOE 3a UCCNeoBaHNe, 0bnaaaeT Heob-
XO4MMbIM YpOoBHEM 06pa3oBaHus, KBaaMdUKaLmm
M OMbITa; 2) U3BECTEH UCTOYHUK QUHAHCMPOBAHMUA
nccnenosaHua; 3) NPUHATLI Mepbl, HanpaBAeHHble
Ha cobnoaeHMe Npas AOHOPOB, yYacTBYOLWMX B
nccnenoBaHuax, a UHGOPMaLLMA O HUX OXpPaHA-
€TCs B COOTBETCTBMM C 3aKOHOM O MepPCOHasbHbIX
AaHHbIX; 4) cTpaxoBaHWe UccnegoBaTeieM pucka
NPUYNHEHUS BPEAA XKU3HWU, 3[0POBbIO rpakaaH B
pesy/nbTaTte NPoBeAeHNs nccnegoBaHUsA ¢ UCNOSb-
30BaHMeEM nx 6M006pa3LOB 33 CBOM CYET NyTeEM
3aK/10YeHNa oroBopa 0b6A3aTeIbHOro CTpaxoBa-
HUA; 5) BO3n0XeHMe Ha uccnegosartens obasan-
HOCTM MO YBEAOMJ/IEHUIO KOMUTETA MO 3TUKe 06
N3MEHEHUAX B UCCNE0BAHUN, BbIABIEHHbIX PUC-
Kax AnA }KU3HU U 340P0BbA AOHOPOB, a TakXKe 0
pesynbraTax UCCNeaoBaHMA U T.1.

Be3ycnoBHO, Kaxgoe NpoBoAMMOE UcCcnenoBa-
Hue c b1oobpasLLaMM YESIOBEYECKOTO NPOMCXOXK-
AeHus [0MKHO nogBepratbca Haasopy. Haasop
MOMKET OCYLLEeCTBATLCA deaepasibHbiM OpraHoM
NCNONHUTENbHOM BNAACTU, BbIMOJHSOWNM GYHK-
LMW NO KOHTPOJIO U Hag3opy B chepe 34paBo-
oXpaHeHus, B Gopme NPOBEPOK U MOHUTOPUHTA
6e3onacHocTn. COOTBETCTBYIOLLNE NOJIOXKEHUSA
cnepyeT 3aKpenuTb B M. 6 «KOHTPONb M Haa30p 3a
npoBegeHUemM UCCAea0BaHWUM C UCMONb30BaHUEM
61006pa3LOB YENOBEUYECKOTO NPOUCXOXKAEHUN».

B rnase 7 «OTBETCTBEHHOCTb 3@ HapyLleHus,
OOoNyLeHHble Npu NpoBeaeHUN NccaeaoBaHUn C
ncnosibzoBaHMem 6Mo006bpasLOB YeI0BEYECKOTO

NPOUCXOXKAEHMAY A0/KHA ObITb YCTaHOBNEHA
OTBETCTBEHHOCTb MCCAen0BaTeNA 3a HapyLwe-
HWe 3aKoHoaaTenbcTBa PP 06 nccnegoBaHmaAx c
ncnosb3oBaHMem 6M006PaA3LLOB YENOBEYECKOTO
NPOUCXOXKAEHMSA, B TOM YMC/1e OTBETCTBEHHOCTb 33
NPUYMHEHME BPena XU3HU 1 340POBbIO FparkaaH
npu NPoBeAeHUN TaKUX UCCefoBaHUM. B To xe
BpPEMA BUAMUTCA Pa3yMHbIM NPeAYyCMOTPETb B Kaue-
CTBE a/IbTEPHATUBLI MEXAHW3MY BO3MELLEHUSA BpE-
[a CTpaxoBaHWe PUCKa NMPUYMHEHUA BPEAA KN3HMU,
30,0POBbIO FpaXKAaH B pesy/ibTaTe NPOBEAEHUA UC-
CNefl0BaHUSA C UCNOIb30BaHMEM ux B1oobpasLos
3a CYEeT CPeacTB UCCaeaoBaTeNs NyTEM 3aK/to4e-
HMA MM Joroopa 06a3aTeNIbHOro CTPaXOBaAHMA.
C yyeToM M3N10XKEHHOr0, 6e3ycnoBHO, NOoTpe-
6yeTca BHECTU TOYEYHbIE U3SMEHEHUSA B 3aKOHbI
«O BMOMEOUUMHCKUX KNETOYHbIX MPOAYKTAX»,
«O TpaHCcN/aHTauumM OpraHoB u (UAK) TKaHe Ye-
JIOBEKa» U paL APYTrMX 3aKOHOB U NPUHATbIE Ha
MX OCHOBAHMW M BO UCMOJIHEHME NOA3AKOHHbIE
aKTbl C LLeNblo OTrPaHMYnTb chepy Ux AencTema ot
cdepbl gerictena PegepanbHoro 3akoHa «06 umc-
cnepoBaHuaAx bBuonornyeckux obpasLos Yenose-
YECKOro NPOUCXOXAEHMA» U y4ecTb 0COBEHHOCTM
NpaBOBOro PeXKMMa MUCNoab30BaHUA bMoobpasLos
N COAEPKALLMXCA B HAX TEHETUYECKUX CBEAEHUA.
MoaBoaa UTOr NpoBeAEeHHOMY UCCAeS0BAHMIO,
MOHO cAenaTb BbIBOA, O TOM, 4TO Poccus B 4acTu
NpPaBOBOro pPeryanpoBaHMa 0bLLEeCTBEHHbIX OTHO-
lweHu no obpaboTKe reHeTMYeCcKON MHPOpPMa-
LU, BO3HUKAKOLWNX B chepe 34paBOOXPaHEHUS,
HayKK, TPyAa U CTPAXOBAHUSA, HE HYXKAAETCA B NpU-
HATUM 0bLWero 3akoHa. OxpaHa nNpas rpa*kaaH B
OaHHbIX chepax morKeT bbiTb obecrneyeHa 3a cyer
pacnpocTpaHeHMA NPAaBOBOroO PeXuUma nepco-
Ha/IbHbIX AAHHbIX HA 6M006pPa3Lbl U CBA3AHHbIE
C HUMW FreHeTMYecKue ceegeHuns. B To ke Bpems,
MOCKONbKY NepCcoHaNbHble AaHHble ABNAIOTCA He
€4MHCTBEHHOM NPaBOBOM rapaHTUEN peanmsaumnn
npas rpaxaaH, npeanoxeHo obecnevynTb OXpaHy
npaB rpa*kgaH nyTem BHECEHWA TOYEYHbIX U3Me-
HEHWI B 3aKOHbI, perynpyoLumne obecTBeHHble
OTHOLWWEeHMA No 0b6paboTKe reHeTUYEeCKOM UH-
dopmaumnm B KarKaom U3 Ha3BaHHbIX Bbllwe chep
U3HM obuiecTBa. MckatoyeHne coctasuna cepa
Hay4YHbIX UCC/IEA0BAHNIN C UCNONb30BaHMEM BKo-
06pasLoB YenoBevYeCcKoro NnponcxoxaeHua. Kak
6b110 ycTaHOB/EHO, B P® OoTHOLWEHMA B 3TOM cde-

2 Cm.: cT. 14 depepanbHOro 3akoHa «O BUOMEAMUMHCKMX KNETOUHbIX NPOLYKTax» ; npukas MuHsgpasa Poc-
cum ot 27.04.2017 Ne 191H «O6 yTBep:aeHnn NonoKeHUsa 0 CoBETE MO 3TUKE, CO3AaHHOM B Lie/IAX Bblgaun
3aK/to4YeHUs 06 3TUYECKOM 060CHOBAHHOCTN BO3MOMXKHOCTM NPOBEAEHUA KAMHUYECKOTO nccnenosaHma 6mo-
MeAMLMHCKOTO KNETOYHOrO NPOAYKTA, NOPALKA ero AeATeNbHOCTU U TpeboBaHUI K KBainPUKaLMM U ONbITY
paboTbl 3KcnepToB coBeTa no atuke» // URL: http://www.pravo.gov.ru (gata obpaweHus: 07.12.2021).
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TEHOM
GENOME

pe He noaBepratTca peryampoBaHuto. Moatomy
6b110 NPeasIoKEHO NPUHATb HOBbIN deaepanbHbIi
3aKoH «06 nccnenoBaHUsaxX bMonornyecknx obpas-
LLOB YEe/I0BEYECKOTO NPOUCXOKAEHNAY.

Taknum obpasom, NpaBoBoOe peryinpoBaHme
obLLecTBeHHbIX OTHOLWEHWI No 06paboTKe reHe-

TUYECKOWN MHPOPMaLMK, BO3HMKAOWMX B Poccum B
cdepe 3apaBoOXpaHEHUA, HAYKK, TPYAA U CTPAXOBa-
HWA, LOMKHO UMETb KOMMEKCHbIN (MeXKoTpacne-
BOW) xapaKTep. TONbKO NPM TaKOM NOAXOAE MOMKHO
6yaeT o6UTbCA 3PPEKTUBHOIO YPOBHA HOPMATUB-
Horo obecrneyeHMA oxpaHbl NPaB rpaXkaaH.
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