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ITPABOBBIE ACIIEKTbI CbOPA, XPAHEHHUA U OBPABOTKH
FT’EHETUYECKOU UH®OPMAILIUU

LEGAL ASPECTS OF THE COLLECTION, STORAGE AND PROCESSING OF GENETIC INFORMATION

AnHomayus. [Ipagosvle HOpMbL, pez1ameHmupyrwue
cbop, xpaHeHue U 06pabomky 2eHemu4eckoll uH@op-
Mayuu yes08eKkd, HaNpas/ieHsvl HA obecneyeHue HAO-
Jexcaujezo npogedeHusi npoyedypbl 2eHemu4eckozo
ucc/a1edo8aUus, 3aujumy npas yuacmHukos. [lpedcmas-
J151emcsi 0COGEHHO B8AMNCHBIM B8bl0eaAUMb, YMO HAYUO-
HAa/bHOEe 3AKOHOJAmeabCmeo, yYumbsl8ds MexHcoyHa-
POOHYI0 hpaKMuKy, 001%CHO 06ecnevyums KOHKpemHble
chocobbl cbopa 6U0/02UYECK020 Mamepua/d, CPOKU
XpaHeHUsl UHgopmMayuu u ocobeHHocmu ee 06pabom-
Ku. Llesb: 8blsi8/1eHUE NpasosbIX 0cobeHHoCcmell coopa,
XpaHeHusl U 06pabomku 2eHemu4eckoli uHgopmayuu,
8 MoM 4ucse npasosbix NpobseM U Kpumepues 0/
ModepHU3ayUU 3AKOHOJame/abcmaea, pezyaupyruje-
20 cpepy uccaedosaHull eeHemuyeckoli UHPoOpMayuu.
Memodbl: amnupuveckue Memodsvl CpagHeHusl, ONUca-
HUsS U uHmepnpemayuu, @GopmaibHO-POpuUdUYecKull,
MOJIKOBAHUSI Npasosblx HOopM. Pesyabmamvl: pac-
cCMOMpeHbl NPpasosvle acnekmvl U 0CO6eHHOCcmU pe-
2yAuposaHusl npoyecca u ycaosull c6opa, XpaHeHus
u 06pabomku 2eHemu4eckoll UHPHOPMAYuUl, 8bisi8.1EHbI
npo6sieMbl, 803HUKAOWUE NPU npogedeHUU 2eHemuye-

Abstract. The legal norms regulating the
collection, storage and processing of human
genetic information are aimed at ensuring the
proper conduct of genetic research procedures and
protecting the participants’rights. Itisparticularly
important to highlight that national legislation,
taking into account international practice, should
provide specific methods for collecting biological
material, information storage periods and
features of its processing. Purpose: to identify the
legal characteristics of the collection, storage and
processing of genetic information, including legal
issues and criteria for modernizing the legislation
governing genetic information research. Methods:
empirical methods of comparison, description and
interpretation, formal-legal, interpreting legal
norms. Results: the article considers legal aspects
and characteristics of regulating the process and
conditions of collection, storage and processing
of genetic information; it reveals some problems
encountered in genetic research, regarding the
storage time of materials and confidentiality in the
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CKUX UCCAe008aHUl, KACAUUECS CPOKO8 XPAHEHUS MA-
mepuaso08, obecheveHusi KoH@PuUdeHYyuaabHOCMuU npu
o0bpabomke uHgopmayuu mpemwvux Auy. /Jas pewieHus
UX HaMe4eHbl Nymu Co8epUEeHCMEO8AHUSL.

Krouesnle ca08a: 2eHom yeso8eka, 2eHemuveckdst UH-
dopmayus, nepcoHabHble OaHHble, GUOMempuUYecKUe
JdaHHble, 6uoI02U4ecKUe MamepuaJsl, c60p, XpaHeHue,
06pabomka, ucho/1308aHue, 6UOOAHK

s yumupoeanus: Mopozos C.IO. [IpaBoBble acnek-
Thl c60pa, XpaHeHUsI U 06PabOTKU reHeTUYeCcKON UH-
¢dopmanuu / C.HO. Moposos, E.M. Tyxunosa-Opaan-
ckas, E.B. AxtamoBa, H.A. Kazakos. - DOI 10.33184/
pravgos-2024.3.9 // IlpaBoBoe rocyjapCTBO: TEOPHS
U npakTUKa. — 2024. - Ne 3. - C. 74-84.

processing of third-party information. The authors
outline ways of improvement to address them.
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BBE/JIEHHE

BceMUpHBIN Mpolecc HCCIe0BaHUSI TeHe-
TUYeCcKOW HHPoOpMalMU 3aTPOHYJ GOJIBIIYIO
yacTb cdep KU3HU JioJel. Hcnosb3oBaHue co-
BpeMEeHHbBIX TEXHOJIOTUN JJI1 Pa3BUTHUSI T€HHOU
WHXXEHEPHUH, a TAaKKe CUHEPrus MeXJy TeHHOU
WHXXeHeprued U TeXHOJIOTUSIMH HCKYCCTBEHHOIO
MHTEJ/IJIEKTA TO3BOJISIOT OCYUIEeCTBJAATH HOBBIE
NPOPBIBBI U IOCTHKEHHUS B 3TOU chepe, KOTOPhIE,
HECOMHEHHO, MOT'YT OKa3bIBaTh BO3/IeHiCTBHE HA
reHOM YeJIOBeKa U B 11eJIoM pOPMUPYIOT OyIyliee
yesioBevyecTBa. [Ipy 3TOM OTCYTCTBHE [OJIKHOMN
IPaBOBOM OCHOBBI [IJIsl MPOBEJEHUS UCCIeI0Ba-
HUU CO3/1a€eT CyllleCTBEHHbIe TPOGIeMBbI.

Jdtan noJHOW pacumUPpPOBKU reHoMa dye-
JIOBEKa, KOTOPbIN ObL1 3aBepuiedH B 2023 r., Jio-
TUYHO MO/IBeJ K BONPOCY JIETUTUMHOCTH TeHe-
THUYECKUX UCCIeIOBAHUM U UHBIX MaHUMYJISAIUN
B OTHOUIEHWU YesJiOBeKa. B 9acTHocTH, Korja
reHeTryeckas uHpopmMalus, W3BJeYeHHAs U3
OHOJIOTUYECKUX MATEPUAJIOB, TPOXOJUT CTAJUHU
c60pa, XpaHeHUs U 06pabOTKH, BO3HUKAIOT CH-
Tyalud, BJIEKYI[HE BO3MOXXHOCTh HapyUIeHUS
npaB 4YeJioBeKa Ha JIMYHYIO KHU3Hb. [losy4yeH-
Hasl COBpPeMEHHbIMH MeTOoAaMHU HHGOpMaLUs
0 TeHOMe 4eJIOBeKa MOXKeT 6bITh MCII0JIb30BaHA
B Pa3J/IMYHbIX IeJIX: JIMYHBIX, KOMMepUeCKHX,
HCCJIeIOBATENbCKUX. B CBfI3UM C 3TUM [I0JIKEH
ObITh ObecrneyeH OajlaHC KaK OOIIeCTBEHHBIX,
TaK U YaCTHBIX UHTEPECOB, CO3/IAI0IUX OCHOBY
JUIsS1 HEO6XOZMMOTO YPOBHS OXpaHbl MPeJI0CTaB-
JieHHOU nHbopmManuu. Jlo cCux mop ocTarTcAa He-
HM3BECTHBIMU MPe/ieibl U BO3MOXXHOCTH HCIOJIb-
30BaHUS reHeTUYEeCKOW HHPOpMAIHH.

Yka3aHHble 06CTOSITE/NbCTBA CBU/IETENbCTBY-
I0T 00 aKTYaJIbHOCTH MCCJIeJOBAaHUS U HE06XO-
JIUMOCTU omNpefiesieHUsl HaJljleKaluX MPaBOBbIX
MeXaHU3MOB IOJIy4YeHHUs, 06pabOTKU XpaHeHUs
reHeTU4YecKOW MHPOpPMAIUU YesloBeKa. YUUThI-
Basl, YTO Takass WHoOpMalLUs UMeeT MpHUCYlIue
TOJIBKO el 0CO6EHHOCTU U CBOMCTBA, Mpe/ICTaB-
JisieTCs BaXKHbIM 0003HAYUTh IPaBOBbIe MPobJie-
Mbl, BO3HUKAMIIUe B JAaHHOU chepe.

IIPABOBBIE ACIHEKThI PETYJINPOBAHUSA CBOPA,
XPAHEHMSI U OBPABOTKH TrEHETUYECKOM
HH®OPMAIINU HA MEXXAYHAPO/HOM YPOBHE

leHeTuyeckass UHPOpPMaL M BICTYNAET 00b-
€KTOM TMOBBILIEHHOW OXpaHbl, YTO HaNpsMYIo
MOAKpPENIseTCS MOJIOXKEHUSAMU aKTOB MeX/y-
HapOJHOI0 3HAYEHMUS.

Tak, MexayHapoJHas Jek/apalus O reHe-
TUYECKUX [JaHHbIX 4YesiOBeKa, NpuHATas 16 ok-
T6pss 2003 1. TleHepasbHOW KoHbepeHLUEN
IOHECKO!, 3akpenusia 0co6blii CTAaTyC Tre€HETH-
YyeCKoW MHPOpMaIUM KaK KOHOUEHIHAJbHOH,
MO3BOJIAKOLIEH MOJYYUTh CBEJIEHUS HE TOJIbKO
0 KOHKpPETHOM JIMIle, TlepeJiaBllieM OHOJIoruye-
CKHUM MaTepHas JAJisl U3y4eHUsl, HO U 00 HHBIX
JIMIaX, B 0COOEHHOCTH 3TO KacaeTcsl NPOrHO3U-
pPOBAHUS FeHeTUYeCKOU MpeapacnoioKeHHOCTH.
B oTHouleHuU c60pa, NocaeAyoIero oopameHus
Y XpaHeHUsl TeHeTu4ecKol nHopMaluy yejaoBe-

1 MexayHapoiHasa AeKJapanus O reHeTH4YeCKHUX JjaH-
HbIX YesioBeKa [JyieKTpoHHbIN pecypc| // OOH : cait. URL:
https://www.ohchr.org/en/instruments-mechanisms/
instruments/universal-declaration-human-genome-and-
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Ka Heo6X0JMMO CO6JII0/IeHHe psiJia TPaBUJI, KOTO-
pble 0CHOBBIBAIOTCS BIIEPBYIO OUEPE/Ib HATIOTyde-
HUU pa3pellieHus Ha TPOBeJileHHe TeEHETUYECKOTO
HcC/eJOBAaHUSL MyTeM JIMYHOTO M OCO3HAHHOTO
BOJIeu3'bsiBJeHUs (corsacusi). [Ipu aToM Ha npak-
THKe YYUTBIBAIOTCS CUTYAI[UH, KOT/Ia JIULA B CUJTY
CBOEro BO3pacTa, NMCUXUYECKOW HeCIIOCOGHOCTH
WJIM 110 APYTUM NPUYUHAM He B COCTOSIHUU 0CO3-
HaHHO BBIPAa3UTh TaKoe coryacue. B aToM ciydae
€ro MOTyT NpPeJoCTaBUTh 3aKOHHbIE NPeACTaBU-
TeJY, [eNCTBYIOlMe B UHTEpecax TaKoro JIMIA.
CTOUT OTMETHUTb, UTO NMpaBa U HUHTEPECHI JIIO-
60r0 4yesiOBEKa CYUTAIOTCH TIJIABEHCTBYOUUMH
M0 CPaBHEHUIO C TeMU NpPaBaMU U UHTepecaMy,
KOTOpbIe IMpecaeyeT rocyJapcTBO U 0O6IIeCTBO
B niesioM. OZTHAaKO 3TO He 03HA4YaeT, YTO JIMYHbIE
HMHTepechl U 06L1Me 6s1ara NpOTHUBONOCTABJISAIOT-
cs1. [lo mHenuw B.C. HepcecsiHila, «o61ee 6J1aro
BhIpakaeT 06’beKTUBHO HEO6X0IMMbIe BCEOOIIe
YCJIOBUS /i1 BO3MOXXHOTO COBMECTHOTO OBITHUSA
Y COIJIaCOBaHHOT'0 COBMECTHOI'O COCYLeCTBOBa-
HUSI BCEX YJIEHOB JIaHHOTO COOOILIecTBa B Kaue-
CTBe CBOOOJHBIX U PaBHbIX CyO'bEKTOB U TEM Ca-
MbIM OJIHOBPEMEHHO - BCeoOIUe YCJO0BHUS [Jis
BbIpa>KeHHUS U 3alIUTHI 6J1ara Kaxzaoro» [1, c. 71].

[To3uIMsi y4eHOTO0 OCHOBBIBAeTCs Ha 00lle-
MUPOBBIX MPUHILUIAX, KaCAKUIUXCS CBOOO/bI
peasiv3alnuy TMpaB 4YesJ0BeKa, COOJIIOJEHUS He-
BMEIIATEJbCTBA B JIMYHYIO XU3Hb QU3NYECKUX
JIWIL, KOHOQUJEHIMAJbHOCTH IIOJYYeHHOW UWH-
dopmManuy NMpu NPOBeJIeHUH T€HETHYECKHUX HC-
cjaeloBaHUU. B CBfA3M € 3TUM B MeX/AyHapOJAHOM
coob1recTBe ChOPMHUPOBAJIOCH B KauyecTBe QpyH/1a-
MEHTaJIbHOTO NpaBUJa-NMpUHLIMIIA 0053aHHOCTh
odopMyeHUs [JOOPOBOJILHOTO COTJIACHS C MalU-
€HTOM Ha UCINO0JIb30BaHHE NPeJ0CTaBIEHHON UH-
dopmMauuu ¢ yuyeToM NPUMEHEHUs peXXHMMa KOH-
bueHMaNbHOCTH B OTHOIIEHUH Hee. [laHHBIN
NPUHLIMI Hallles1 OTpakeHUe B KoHBeHIMU O 3a-
I[MTE NpaB YesJ0BeKa B 06J1aCTH 6MOMeIULUHbIZ.

Ero cyThb 3akJito4aeTcs B TOM, YTO JIMIO CBO-
MM BOJIEU3'bSIBJIEHUEM pa3pellaeT NpPOBeJeHHE
omnpe/ie/IeHHbIX MaHHUINYJSAIUA CO CBOUMH GHO-
JIOTHYEeCKMMHU 006pasnaMu Npu YCJI0BUM 006e-
CrieyeHHs TalHBbI MOJyYeHHBbIX B CBA3U C HCCJIe-
JloBaHHWeM pe3yabTaToB. Jlullo, Bbipa3uBlIee
Jl06pOBOJIbHOE coryiacue, MHGOPMUPYeETCs O Lie-

2 KoHBeHIMS O 3auiUTe NpaB MU JAOCTOMHCTBA dye-
JIOBEKa B CBSI3W C NpPUMEHEHHWEM JOCTHXeHUH 6HoJIo-
rud 1 MegunuHbl ot 04.04.1997 (CETS No. 164) [d1ek-
TpoHHBIH pecypc]. URL: https://rm.coe.int/168007d004
(maTa obpamenus: 03.05.2024).

JIM U 3HAaYeHUHU MCCIe/loBaHUs, BpEMEHU U CHO-
cob6ax ero MnpoBeJieHHs, BO3MOXXHOCTH OT3bIBA
corjacusi U OTKasa OT HCCJIe[J0BaHuUs, PeJoJI0-
’KUTEJIbHbIX PUCKAX U MOCJIeJCTBUAX AJI1 COCTOS-
HUSA 37,0pOBbs. [Ipy 3TOM CTOMT YYUTHIBATH, YTO
paccMaTprBaeMblil NPUHLMI ONpejeisieT BCero
JIMIIb OCHOBBI 00pallleHusI 6U0JI0TMIYeCcKHX 06pas-
II0B C YYETOM YCJI0BUN KOHQHUIEHIIUATBHOCTH, Of]-
HaKO OH He yCTaHaBJIMBAaeT HE06X0AUMBbIM IPABO-
BOH pexxuM 060poTa U 06ecrnedyeHus: COXPaHHOCTU
npeJIoCTaBJeHHON reHeTH4YeCcKol HHOpMaIUH.

CnenyeT OTMETHUTB, UTO, UCXOZS U3 MOJI0XKe-
HUl KoHBeHLuH, npoueaypa UHGOPMUPOBAHUS
JI0JDKHA ObITh HaZ1exallel oJHOBpEMEeHHO U 110
CoZlep>KaHUIo, U 1o GopMe.

CornacHo KoHBeHLMM corsiacue mHalMeHTa
no ¢opme BbIpaKeHUS MOXeT ObIThb MOJpasy-
MeBaeMbIM WJIM SIBHO BbIPQ)K€HHBIM; IBHO Bbl-
pa’XKeHHOe, B CBOIO 04epeib, oJpaszesisieTcs Ha
YCTHOE U MUCbMEHHOE.

HeszaBucumo oT QpopMbl BbIpakKeHHUsl COIJIa-
CUsl KJIIOYEBBIM M pelLIaloLiMM 3JIEMEHTOM €ro
JIeACTBUTEJBHOCTH SIBJISIETCS COOTBETCTBYIOLIEE
npesBapUTe/JbHOEe UHPOPMUPOBaHME MALMEHTA.
Kpome Toro, ¢popma corsiacusi 3a4acTyio 3aBUCUT
OT XapakTepa HpeAlno/iaraeMoro MeJUILHHCKOIo
BMellaTeIbCTBa. Tak, mojpasymMmeBaeMoe coriacue
06GBIYHO paccMaTPUBAETCS KaK ONTUMa/IbHOE NTPU
OCYIeCTBJIEHUM BMeEIIATeNbCTB, OTHOCSIHAXCSA
K NMOBCeHEBHON MeJulMHe (NIpY YCJIOBHUH, YTO
3aMHTEpPEeCOBAaHHOE JIMLO ObLIO NMPeBAPUTENTbHO
B IOCTATOYHOH CTeNeH! NPOMHPOPMUPOBAHO).

[ npoBefeHHUs HWHBA3UBHBIX MeJULUH-
CKUX IpoLe/yp MOXeT NoTpe6oBaThCs SIBHO BbI-
pakeHHOEe JOKyMEHTAIbHO MOATBEPXK/JEHHOE CO-
rjacue. SIBHOe M KOHKpeTHOe corJiacue TpebyeTcs
TaK)Ke B C/y4yasiX, KOTZa pedb HUJeT 06 y4yacTUH
B HCC/IelOBaHUM, NpeAnoJaralplieM MeguliH-
CKOe BMellaTeJbCTBO, UK 00 M3bSATHUU OpraHa
y *)KUBOTr0 JloHOopa (cT. 16 u 19 KoHBeHIUM).

O/IHAaKO CTOUT yYUTHIBATh, UTO Hay4YHbIe UC-
cJleloBaHUsl IPOBOAATCS B OTHOILIEHUU HeoIpe-
JleJIEHHOT0 00'beMa reHeTUYeCKOM HHPOpMaLHH,
YTO, He BCer/ia M03BOJIsIeT UX KOHKPETU3UPOBATh
Y, COOTBETCTBEHHO, YETKO NPOMUCATh.

B cBsI3M € 3THUM BbI/IEJISIIOTCS U pa3Hble BU/|bl
coryiacud. Tak, B MeXXyHapOAHOU NPaKTHUKe OHU
o pa3/e/sIloTCs Ha OT/AeJbHOE COTJIacHe, KOTO-
poe JaeTcs Ha NMpOBeJleHHMEe KOHKPETHBIX U, KaK
NpaBUJIO, Pa30BbIX MCCAeOBAHUH, Mpejnoiara-
1o1IKX Gusndeckoe BMeLIaTeNbCTBO (HalpUMep,
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U3bATHE TKaHEW JJI1 KOHKPETHOrO HCC/Ie/loBa-
TeJIbCKOTO MPOeKTa), U Hecnielupuyeckoe (ob1ee,
WM pacuvpenHoe). Hecienuuieckoe coriacue
peAyCMOTPEHO, KaK MPaBUJIO, /IJIsl pellleHHsI MHO-
»KeCTBa 33/1a4 UCCIe/I0BAHU U laIbHEHUILero Heo-
IrPaHUYEHHOT0 HAYYHOTO UCIOJIb30BAHUS PE3YIlb-
TAaTOB M HaXO/SIINXCA Ha XpaHEHUH MaTepUaJsIOB.
CoOTBETCTBEHHO, OHO MpejoJaraeT HCI0JIb30-
BaHUE MPe/[OCTABJEHHBIX TeHETUYECKUX JAHHBIX
B MCCJIeJIOBaHUSIX HEOIPAaHUYEHHOI'0 UJIU NTPOJ0JI-
>KUTEJIbHOTO BpPEMEHH, C y4eTOM MpeJyCMaTpu-
BAaeMbIX PUCKOB M BO3MOXXHBIX MOTEHIIMAIbHBIX
BbIT0/I. [[03TOMY JIOTUYHO, YTO UMEHHO IPH MOy~
YeHUU HecreluPUIecKoro COrIacus CyIlecTByeT
PHCK HapyllleHUsI MPaB Cy6obeKTOB, AABLINX TAKOE
paspenieHue. Heceruuueckoe corsiacue MoxxeT
OBITh IAaHO TOJIBKO MOCJIE MOJIyYeHUsI MAKCUMaJlb-
HO TOYHOU HHPOPMALMH O JlaIbHEHIIEM UCIOJIb-
30BaHHU GHOJIOTMYECKOI0 MaTepHaJa.

Tak:ke B MeXZyHapoJHOU NpaKTHUKe cCylie-
CTBYeT BbIGOPOYHOe coryiacue. Ero cyTh 3akito-
yaeTcsl B TOM, YTO JIUL0 MOXET JIMYHO ompeje-
JINTh PEXHUM UCNOJb30BaHUS MPEJI0CTABJIEHHBIX
JIaHHBIX: JINOO JIJIs KOHKPETHOTO reHeTHY€eCKOTO
vccaeJoBaHus, JU60 /i Z0JITOCPOYHOTO Xpa-
HEHUs W WCIOJIb30BAHUS B HeONpe/leJIeHHbIX
OyAylIuX UCCAeZloBaHUAX. B ciyvyae nmosnydeHus
JIAaHHOT'O COTJIacus AJisi KOHKPETHOI'0 HUCI0JIb30-
BaHUs 6e3 XpaHeHUs JaHHbIe O/JIeXaT YHUITO-
’KEHHIO B CBSI3U C JOCTHXKEHHWEM IOCTaBJIEHHBIX
nesieil. [loMMMO yKa3aHHOTO COIJIacusi, B HEKOTO-
PBIX CTpaHaX, B YaCTHOCTU B BesMKOGpUTaHUH,
NpPaKTUKYeTCsl TOBTOPHOE MOJIyYeHUe COIJacus
JU15l IPOJI0JKEHU S MCCIeJOBaHUM, jaKe B cilydae
IOCTVKEHU 11eJiel.

Onpepenssa uesb, paiu KOTOPOU ClieLHaJu-
CTBI MOJIYYAIOT COTJIacHe Ha MPOBe/IeHNe reHeTH-
YECKOTO MCCJIe/JOBAHUS, HEOOXOAUMO OTMETHTD,
YTO /10 JIMLA J0JKHBI ObITh I0BE/IEHbI CBe/IEHUs
0 BO3MOXKHBIX PHCKaX, CBSI3aHHBIX C arperupoBa-
HUEeM TeHeTHYeCKUX JAaHHbIX B OUOJOTHYECKUX
0azax JaHHbIX (0M06aHKax). [Ipy 3TOM HCIOIB3Y-
IOTCSI cCaMble pa3Hble BH/Ibl COTJIACHH, KaK J106po-
BOJIbHBIE, TIOCPE/CTBOM MPE3IOMHUPOBAHHOCTH CO-
IJ1acusl, TaK U UCTI0JIb3YI01 e KOHLENLMIO 0611ero
corJiacus, BbIpaXKeHHOI'0 Ha Bce OyAylire Hhcce-
noBaHus. [10/J06HYI0 KOHIIENIIUIO HeJIb3sl paccMa-
TPUBATh KaK UCKJIIOYUTEJIBHO MOJIOKHUTENbHYIO,
MIOCKOJIbKY JIMIIA, BbIPA3WBIIHNE COTJIACHE, JIOJIK-
HbI 3HaTh 060 BCEX BApPUAHTAX UCIOJIb30BaHUS UX
nepcoHUPUIIMPOBAHHOW HMHPOpPMAIUK, BO3MOXK-

HbIX TIOCJIeICTBUSIX U PUCKaX. B 0CO6GEHHOCTH 3TO
JIOJDKHO YYWUTBIBAaThCS, KOT/|a HaceJleHUE CTPaHbI
MMeeT pasjiM4yHble KYJbTYPHbIE, PEJUTHO3HBIE,
COLIMOJIOTUYECKHE U MHbIE KOPHHU.

Camo mo cebe corjacMe B Hay4YHbIX HCCJIe-
JIOBaHHUAX — 3TO Bcerja JUHaMHKa OTHOIIEHUH,
CKJIQ[IBIBAIOLIUXCA MEXAY y4aCTHUKaMU. MMeH-
HO TM03TOMY JOJ/DKHO ObITh MPEAYCMOTPEHO Mpa-
BO YYaCTHHKA Ha OTKa3 OT HUCCJIeJOBAHUS.

He cTouT 3a6bI1BaTh K O TOM, YTO HEOOXOAUMO
006eCcneynTh JO/KHYI CBOOOAY HMCC/IeNOBaHUM.
Takol npuHLUN 3aKpemsieH B Mex/yHapogHOM
nakTe 06 3KOHOMUYECKHUX, COIIMATbHBIX U KYJb-
TYPHBIX NIpaBax’, KOTOPbIH NPOBO3IJIAIIAeT 065-
3aHHOCTb I'OCy/1apCTB-Y4YaCTHUKOB YBaXKaTb CBO-
6071y, HEOOXOAUMYIO JIJIsI HAyYHbIX U3bICKAHUU
M TBOPYECKOU [eATeJbHOCTU. AHaJOTUYHOE
MOJIO’KEHHE COAEPXKUTCA B M. d CT. 2 Bceobuiei
JleKJapaluyd 0 OWMO3THKEe W IpaBax 4eJIOBEKa,
OTMevYallIlel, 4To mnpecaeayeMas IeJib — 3TO
NpU3HAHWE 3HAYUMOCTHU CBOOOJABI HAYYHBIX HC-
cle/joBaHUM U 6Jiar, IPUHOCUMBIX HAy4YHO-TeX-
HUYeCKUM nporpeccoM*. TIpUHIUI CBOGOABI HUC-
CJ1eIOBaHUM 3aKperyieH U B HOPMaTHUBHBIX aKTax
rocylapCTB — yYaCTHUKOB YKa3aHHbIX MeX/yHa-
POAHBIX JOTOBOPOB.

HecMoTps Ha BceMUpPHYIO MOAJEPXKKY U IIO-
OlllpeHHe Hay4YHbIX U3bICKAHUH, CBOOOAY UX MPO-
BeJIeHUSs], BOXKHBIM fIBJISIeTCI MMEHHO INpoleaypa
M3y4YeHUs KaKoro-inu6o sIBJIeHHs], a He obpalieHne
B 4bl0-JIN6O M0JIb3Y MOJIyYeHHbBIX PE3YJIbTATOB.

TakuM 06pa3oM, MOXXHO KOHCTAaTHPOBATh,
4TO pEeXUM KOHQPUAEHIMAJbHOCTH TeHeTHYe-
CKOM MHpOPMAIIMU KAaK MepPCOHAJNbHbBIX JaHHBIX
obecreynBaeT HaJJIeXal[Uid KOHTPOJib, HO He
obecneynBaeT B MOJHOW Mepe CBOGO/y HCCIei0-
BaHUH, NIOCKOJIbKY 6€e3 Heo6X0UMOr0 U MOJIHO-
[EHHOTO0 J0CTyNa K Takol MHGOpMalUK Hesb3s
JIOCTHUYb OOJIbIIUX PE3yIbTATOB.

Boiensis reHeTUYECKYI0 MHPOPMALUIO C Lie-
JIbIO HUCIOJIb30BAHUSI €€ B PAa3HbIX 00J1aCTsX, He-
06X0ZMMO OMNpeJeJUTh IpeAesabl W TPaHULBI,
MOCKOJIbKY B HAcToOsilllee BpeMsl BO3HUKAET I10-
BBIIIEHHBIM WHTEPEC K MOJyYeHHBIM U3 GUOJIO-
rUYeCKUX MaTepUaJioB cBeJleHUsIM. TeM He MeHee

3 MexxayHapoHbIH NMaKT 06 3IKOHOMHUYECKHX, COLUa/Ib-
HBIX U KYJIBTYPHBIX IpaBax [J/7eKTpoHHbIN pecypc]| // [Jo-
CTYII U3 CTpaB.-IpaBoBoi cucTeMbl «KoHcynbTaHTILIIOCY.

4 Bceob1ast iekJ1apanysi o0 GU03THKe U paBax yesioBe-
Ka [JnexTponnsrii pecypc] // OHECKO : caitt. URL: https://
www.unesco.org/en/ethics-science-technology/bioethics-
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B HbIHEIIHUX PeaIUsIX HEBO3MOXXHO OTPAaHUYUTh
HCI0JIb30BaHME TeHEeTUYECKOU HHOpPMalMHU HC-
KJIIOYMTEJIbHO B HAYYHbBIX U MEJUIMHCKUX 1eJISX.

AHanu3 MeX/AYHapoJHOr0 3aKOHO/ATeJb-
CTBa IOKa3aJ, YTO FeHEeTUYECKY0 UHPpOpPMaAIUI0
OTHOCST K 0COObIM NMEPCOHATbHBIM JAaHHBIM Ye-
JIOBEKA, 2 B HEKOTOPBIX CJAy4Yasix — K TaK Ha3bl-
BaeMbIM YyBCTBUTEJIbHBIM JIaHHBIM (OT aHIJI.
sensitive data), To ecTb JaHHBIM, KOTOpbIE COZlEP-
»KaT KOHOUAeHI[UaIbHY0 HHPOPMAI[HIO.

Tak, cornacHo n. 34 PersnamenTta EBpomneit-
ckoro [lapsnamenTta u CoBeta EBpomeiickoro co-
103a 2016/679 ot 27 anpens 2016 r. «O 3auiuTre
du3NYeCKUX JIUI] PU 06paboTKe NMepCOHATBHBIX
JIAaHHBIX U 0 CBOGOJHOM OOpalleHUH TAKUX JIaH-
HBIX, @ TakKe 00 oTMeHe JlupekTusnl 95/46/EC
(O6muii PerlamMeHT 0 3aliuMTe NepPCOHAJbHbBIX
nmaHHbIX, General Data Protection Regulation -
GDPR), renHeruueckue jaHHble (HMHoOpMalus)
OTIpeiesIAIOTCS KaK MepCcoHaibHbIE JJaHHbBIE, OT-
HOCAIIMecs K YHac/JeZ0BAaHHbIM WJIM TpUOGpe-
TEHHbIM r'eHETHYECKUM XapaKTepUCTUKAM pU3U-
YeCKOro JIUIA, KOTOPbIe SIBJISIIOTCS Pe3ybTaTOM
aHa/IM3a GMOJIOrMYecKoro o6pasia JaHHoro Gu-
3UY€eCKOTO0JIMIA, BYACTHOCTU XPOMOCOMHOTO aHa-
JIN3a, aHaJIn3a 1e30KCUPUOOHYKIEHHOBOH KHCJIO-
ToI (JIHK) unu pubonyknernHoBoi kucaotsl (PHK)
WJIM aHa/iM3a APYyroro 3JeMeHTa, M03BoJslle-
ro IMOJYyYUTh SKBUBAJEHTHYI0 WHQPOPMALUIO®.
[Ipu aToM, corsiacHo 1. 35 o603HavYeHHOro0 Pera-
MEeHTA, TaKHe MepCoHa/IbHbIe JJAaHHbIE OTHOCSATCS
K KaTeropuM «IMepCOHAJIbHBIX JIaHHBIX, CBsI3aH-
HBIX CO 3/J0POBbeM». K HUM OTHOCUTCS B TOM YHC-
Jie u UH$OopMaIus, MoJiydeHHas B pe3yJibTaTe uc-
C1eJIOBaHUsS WM 06C/Ie/IOBAaHUSA YACTH TeJsla WU
TEeJIECHOTO MaTepuasia, BKJIOYasi TeHEeTHYeCKHe
JlaHHbIe U GUOJIOTUYEeCKHe 00Pa3Ibl U T. JI.

3akoH Benuko6putanuu «0O 3amuTe JaH-
HBIX» BbIJIeJIIeT TeHeTH4YeCKue U OUOMeTpH-
YecKue JlaHHble B OT/EJIbHYK KaTeropyumi 4yB-
CTBUTEJIbHBIX JIaHHBIX, MOJAJIEXKAIIUX 0COO0U
obpaboTke [2, c. 51].

B coorBercTBUM cO0 CcT. 4 PersameHTa
2016/679 «O 3amuTte $U3UYECKUX JHL B OT-
HOIIEHUU O6pPaBOTKU MMePCOHAJbHBIX JAaHHBIX

5 Regulation (EU] 2016/679 of the European Parliament
and of the Council of 27 April 2016 on the protection of
natural persons with regard to the processing of personal
data and on the free movement of such data, and repealing
Directive 95/46/ EC (General Data Protection Regulation)
[9nexkTponneri  pecypc]. URL: https://eur-lex.europa.
eu/legal-content/EN/TXT/?uri=CELEX:32016R0679
(maTa obpamenus: 03.05.2024).

M 0 CBOGOJHOM IMepeMelleHUN TaKUX JaHHBIX
normeHe [JupektuBb 95/46 / EC (061ue npaBuia
3alIMThI JaHHBIX)® 0/, 06pabOTKOM MOHUMAKTCA
JIeHCTBUS, BbINOJIHSIEMbIE C TEPCOHA/IbHBIMU JIaH-
HBIMH WJIM UX HA60POM, TpHUieM BHE 3aBUCUMOCTH
OT UX aBTOMaTHU3WUPOBAHHOCTU — CO0P, XpPaHEHHE,
M3MEeHeHHe WM PACIpoOCTpPaHEHHUE, B TOM YHCIIE
JIOCTYH WJIY 2Ke OTPaHUYeHHe, a TaKKe YHUUYTOXe-
Hue U Ap. [Ipu saToM B cT. 9 npeaycMaTpuBaeTcs,
YTO, IO 001leMy NPaBUJIy, FeHETUUECKHUE JJaHHbIE
He noJijiexkaT 06paboTKe, 3a UCKJIIOUEHHUEM CJIyda-
€B, YETKO MPOMUCAHHBIX B II. 2 CT. 9, I/le yKa3aHbl
B TOM YMCJIEe HAy4YHbIE, UICTOPUYECKUE UCCIE0Ba-
HUS, CTATUCTUYECKUE LIeJIU U T. [I.
3akoHogaTesnbcTBo CIIA, a umenno Kanwu-
bOpHUMCKUI 3aKOH O 3alyTe NpaB NoTpebuTe-
JIEH, COEPKUT olpejiesieHne OGUOMETPUYECKUX
JIAaHHBIX, 110/ KOTOPBIMHU ITOHUMAKTCS 0COGEHHO-
CTU XapaKTEePUCTUKHU YeJsioBeKa, Bkitovas JJHK,
MCII0JIb3yIolMecs KaK OT/Je/JbHO, TaK U B COBO-
KYIHOCTH 11 MJeHTUPUKAILMU JTHIHOCTH .

IIPABOBLIE ACIIEKThI PETYJINPOBAHHUSA CEOPA,
XPAHEHHUSI U OBPABOTKU FrEHETUYECKOM
HNH®OPMAIIMH HA OTEYECTBEHHOM YPOBHE

B Poccuu renetudeckast iHGopMalus 0THO-
CUTCS K TePCOHA/NIbHBIM U GUOMETPHUYECKUM JIaH-
HbIM. B HayyHOU JiuTepaType HEOAHOKPATHO BhI-
CKa3bIBAJIUCh NPEIJIOKEHHNS 0 PACIPOCTPAHEHUHU
IrpaXkJaHCKO-NIPAaBOBOr0 peXUMa Ha reHeTHuue-
CKy10 HHPOpMaLUI0. ITO CBSI3aHO C TEM, YTO OHA
M03BOJISIET UJIEHTUPUIIUPOBATH JIMYHOCTD, BbIs-
BUTb NAaTOJIOTUYECKHE 3a00JIeBaHUS UJIU PUCK UX
BO3HHWKHOBEHHS, a TAKXKe OTHECTHU JIUIIO K Oompe-
JleJIEHHOMY KYJbTYPHO-UCTOPUYECKOMY THUILY.
E.E. borgaHoBa cuuTaeT, YTO reHETUYECKYH HH-
dbopmManUio Hesb3sl pacCMaTPUBATh TOJIBKO KakK
NepcoHaJibHble JlaHHbIE, MOCKOJIbKY CBeJleHus,
MOJIyYeHHbIe NMPU aHa/u3e GUOJOTHYECKHUX Ma-
TepuaJioB, HeCcyT B cebe HHGOPMALHIO O JOHOPE
Y KPOBHBIX POJICTBEHHHKaX. [eHeTU4ecKasi WUH-
dopmanusi cocTaB/isseT TaWHY YacCTHOM >KU3HU

6 Pernament (EC) 2016/679 Espomeiickoro Ilap-
sameHTa U CoBera «0 3amuTe PU3UYECKUX JIMI B OTHO-
IIeHHH 06paGOTKU IMEPCOHANbHBIX JAHHBIX U O CBOGOJ-
HOM IlepeMelleHUH TaKUX JaHHbIX U OTMeHe JIMpeKTHBbI
95/46 / EC (O61ue npaBujia 3al{UThI JAHHBIX)» [JJIEKTPOH-
Hbli pecypc]. URL: https://ogdpr.eu/ru/gdpr-2016-679
(maTa o6paienus: 03.05.2024).

7 California Consumer Privacy Act [3JeKTpOHHBIN
pecypc]. URL: https://privacy.ca.gov/california-privacy-
rights/rights-under-the-california-consumer-privacy-act/
(maTa o6pamenus: 03.05.2024).
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U MOJJIEXKUT I'PaXkJaHCKO-IPaBOBOMY Pery/JIMpoBa-
HUIO B KauecTBe HeMaTepUuasibHoro 6Jara [3, c. 20].
E.M. Tyxunosa-OpgaHckaa u E.B. Axtamo-
Ba OTMeYalT, YTO [/ TreHeTU4ecKod HHop-
MalM¥ HeoOXOAMMO B YCTaHOBJIEHHOM 3aKOHOM
Hopsiike ONpeJieJIMTb 0COObIM NMPABOBOM CTATYC,
pa3rpaHUYMTh NEPCOHATbHbIE GHOMETpPUYECKHE
JlaHHble MYyTeM BblJleJIeHUsI B OTJEJIbHYI0 CaMo-
CTOSITEJIbHYI0 KaTeropuio MepCOHaIbHbIX JaH-
HBIX, 3aTparMBarlINX UHTepechl TPETbUX JIML —
POACTBEHHUKOB. ABTOpPBI NpeJJaraldT BHECTH
nsMeHenuss B 'K P®, 3akpenuB nepcoHasbHbIe
JlaHHble B KauecTBe 0CO60ro HeMaTepHUaJbHOI0
6s1ara [4, c. 175]. 3To cBsizaHO € TeM, YTO UHPOP-
Malus, XOTb OHA M He 3aKpellJleHa B KauyecTBe
00beKTa IpakJaHCKHUX IpaB, pacCMaTpPUBAETCs
B IOPMJAYECKOH JIMTepaType B KayecTBe KOMMep-
yeckoH TalHbl. K ToMy ke uHopManusa BXOAUT
B CoJlepKaHHe HHTeJJIEKTyaJlbHON JesTe/IbHO-
CTH 110 CO3/JaHUI0 6a3bl JAHHBIX, YTO IOATBEPXK/a-
eTCsl KaK NMPaKTUKOM, TaK U 3aKOHOJATEIbCTBOM.
[eHeTn4eckass MHGOpMaLKs, KaK yKe FTOBOPHUJIOCH,
COCTaBJISIET TAlHY JIMYHOU KU3HU YeJl0OBeKa.
[eHeTuyeckast vHPopMaLus B onpese/leHHOM
ob6beMe 103BOJIAET UAEHTUPULUPOBATH TOTO UJIU
HMHOIO 4YesoBeKa. B 3TOM ciiyyae OoT Hero JoJIx-
HO OBbITb IOJIy4eHO cCOIVIacMe Ha IocjeAylollee
IIpoBeJleHNe MaHUIYJIALNUNA C HpUHAAJeXallU-
MU €My FeHeTH4YeCKUMH JaHHbIMU. OJIHAKO ec/Iu
ee o6beMa HeJJOCTaTOYHO A/ UAeHTHUKALUY,
TO PacHpoCTPaHATh HA TaKylo MHGOPMALHUIO pe-
>KMM TI€PCOHAJ/IbHBIX JAaHHBIX HE C/e/1yeT.
YuuThIBas, YTO reHeTuyeckas UHopMaLus
npejcTaBJisieT 0601 HAUBBICUIYIO LIEHHOCTb, MO-
HO BBIZIEJIUTh CIEKTP MHTEPECOB, 0OpallleHHbIX
K HeH: JIMYHBIY, NpeANpUHUMATENbCKUN U Hay4-
Hbll. [lo MHeHuo A.B. Ky6bimikruna u C.B. Kocui-
KHHA, <He00X0JUMO OTPa3UTh OalaHC YKa3aHHBIX
HMHTEepecoB yTeM yCTaHOBJIEHUS JOCTaTOYHO YeT-
KHUX Y pa3pab0TaHHbIX HOPM B [I03UTUBHOM IIpaBe,
B TOM 4MCJIe ¥ Ha YPOBHE MeX/JyHapOoJHOTOo Ipa-
Ba Y IIpaBa MeXIoCyAapCTBEHHBIX UHTerpaloH-
HbIX 00pa30BaHUl, HEOGXOAMMO HCIOJIb30BAHUE
CUMOMOTHYECKOTO PETryJISATOPa, BKJ/IKYAIOILErO
KaK [IpaBOBble HOPMBbI, TaK U HOPMbI HHOW COLHU-
ajsbHOM mpupoabl» [5, c. 113]. Ucxoas us sToro,
Heo6X0MMO 00€eCNeYrTh 3alUTY NPaB JIUI, pe-
JIOCTaBUBLIMX CBOI TeHeTHYecKyl HHPopMa-
LIMI0, TIpeceyb BO3MOXKHble 3JI0YNOTpebeHus
noJy4yeHHOH MHbopManuel, B TOM YUC/e He [0-
IYCTUTb ee yTedyKy IpU 06paboTKe U XpaHEHUU

B O6M00aHKax - ClelUaJM3UpPOBAHHbIX OpraHU-
3alUsX, LieJb JesATeJbHOCTH KOTOPBIX CBsI3aHa
C TmoJiyyeHueM, 0O6pabOTKOM, XpaHeHUeM U UC-
N0Jb30BaHUEM IOJYYEHHOU TeHeTU4YeCKOW HH-
dopmanuy, B TOM YMCe cCUCTeMaTHU3alMel U 3a-
KpelJieHueM B CBOel 6a3e JJaHHBIX.

B mepBy odepeab CTOUT PacCMOTPETHb IO-
CynapcTBeHHble 0OHO6GaHKW. B cooTBeTCTBUU
¢ 0. 2 mnocraHoBJsieHus [lpaButesnbctBa PO
oT 24 utoHda 2023 r. N2 1027 «O HEKOTOpPBIX BO-
npocax peanusanuu DepepasbHOTO 3aKOHA
"0 rocysapCTBEHHOU TeHOMHOW perucTpanuu
B Poccuiickoit ®enepanuu"» onepatopom deje-
pasibHOM 6a3bl JJAaHHBIX TeHOMHOW UHpOPMaLUU
ABJIsIeTCA MUHUCTEPCTBO BHYTPEHHHUX zen POS,
B nedaTeqbHOCTH N0 NPOBEJeHUI0 0653aTe/IbHON
rocylapCTBEHHOU FeHOMHOW perucTpalnuy MOryT
y4aCTBOBATh: y4peX/JeHHs, UCIOJHAINE Yro-
JIOBHBbIe HaKa3aHHUs B BHJe JIUIIEHUS CBOOGObI;
OpraHbl pPeJABAapPUTENBHOTO CJEACTBHS, OpTraHbl
JI03HAHUs; TOoApa3/leJleHUs OpraHOB BHYTpEH-
HuX ey Poccuiickoit @epepaiyu, ynoJHOMOYEH-
Hble Ha OCYIIleCTBJIEHUE ONlePaTHBHO-PA3BICKHON
JlesITeJIbHOCTU O PO3bICKy 6e3 BeCcTH MpomaB-
IIMX JIMII, 2 TAKXKe YCTAaHOBJIEHHUIO 110 HEOTIO3HaH-
HbIM TpyNaM JIMYHOCTH 4YesJ0oBeKa; TEPPUTOPHU-
asibHble OpraHbl MUHUCTEpPCTBA BHYTPEHHUX Jl€J1
Poccuiickoit Penepanuu, obecrneyrBaroiie B Co-
OTBETCTBUM C 3aKOHOJaTeJlbCTBOM Poccuiickoin
depepayuu cozepkaHue 3aZepKaHHbIX U (KJIN)
3aKJ/IIOYEHHBIX MO, CTPaXKY JIMI, HAXOASIIUXCS
B U30JIITOPAX BPEMEHHOIrO COJEepXKaHUsS MOJ0-
3peBaeMbIX U 0OBHUHSIEMbBIX OPraHOB BHYTPEHHHUX
nen Poccuiickoit @eneparyu, v Jivll, Mo/BEPTHY-
ThIX a/[]MUHUCTPATUBHOMY HAKa3aHUIO B BU/lE
a/IMUHHUCTPAaTUBHOTO apecTa (JJaHHBIA NYHKT
BcTynaeT B cuiy ¢ 1 suBaps 2025 r.); mojpas-
JleJleHUsl OpraHoB BHYTpPeHHUX Jes Poccuiickoit
@®epepanuu u CienctBeHHoro komuTtera Poc-
cuiickoin ®enepalyy, K KOMIETEHIUH KOTOPbIX
OTHOCHUTCH OCYLIeCTBJIEHHE 3KCIEePTHO-KPUMHU-
HaJIUCTUYECKOW [J1eATeJbHOCTH; y4pexJeHus
Cyne6HO-MeJUITUHCKON 3KCIEPTHU3bl, BXOJSIINE
B rOCYIAaPCTBEHHYI CHUCTEMY 3/IpaBOOXpPAHEHUS.

M3MmeHeHus1, BHeceHHble B ®emepasibHBIN
3ak0H «0 TOCyapCTBEHHOM peryJMpOoBaHUU
B 00JIaCTU reHHO-UH)XEHEPHOU [eATeTbHOCTUY,
3aKpenuar MOHSATHE TeHeTu4yeckod HHopMa-

8 IlpaBuTesbcTBO Poccum : callT [J/IeKTPOHHBIA pe-
cypc]. URL: http://government.ru/docs/all/148299/
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UM KaK [0CJe0BaTeJbHOCTh HYKJIEOTU/OB
B MOJIMMePax HYKJIEMHOBbIX KUCJIOT, U TeHeTHYe-
CKHUX JAHHBIX KaK CBeJleHUH O reHeTH4YeCKON MH-
dbopMaruu pasTuYHbIX 6H0JIOTHYECKHUX 00 BEKTOB,
Mpe/iCTaBJEHHBIX B GOpMe, MPUTOAHOM JJIsl TIOJTY-
yeHus1 (c6opa), CUCTeMaTH3alMH, HAKOIJIEHWS,
XpaHeHHUs], yTouHeHUs (0GHOBJIEHHS, U3BMEHEHMUS),
HCI0JIb30BaHUSI, paclpoCTPaHeHus1 (B TOM YHUCIIe
nepejayy) U YHUUTOXKEHHS TaKoM HHpopMaLuu’.
JlaHHbIe MoMpaBKY BCTYMAIOT B CUY C 1 ceHTA6PA
2024 r. YKka3aHHble TEPMHUHBI COOTHOCSITCSA KakK
ob1ee ¥ yactHoe. [Ipu 3TOM crefyeT MpU3HATH,
YTO TaKue MONpPaBKH YCTPAHWUJU TEPMHHOJIOTH-
YeCKYI0 HeoNpe/leJIEHHOCTb B TeHHO-HHXXeHEepHOU
chepe gesatenbHocTu. OfHAKO HauboJiee MPHUKO-
BBIBAIOIIMM BHUMaHUE SIBJISETCS UCKIIOYEHHUE U3
pPeryJIupoBaHus [aHHOrO 33aKOHA TAKUX TEPMHU-
HOB, KaK «T'€HOJWArHOCTHUKAa» U «TeHOTeparus»,
MOCKOJIbKY JJaHHBIE BU/IbI J1eSITETbHOCTH JIOJKHBI,
I10 JIOTHKE 3aKOHO/1aTeJisl, OTHOCUTBCA K cdepe pe-
IyJIMPOBaHUS 3aKOHO/ATeJbCTBA 06 OXpaHe 3/10-
pOBbs IrpakaH B Poccuiickoit @esepaiu.
M3MeHeHUs TaK»Ke 3aKJa/|bIBalOT OCHOBY [ie-
STeJIbHOCTH JIJISl yYpeK/ilaeMoro 6Mo6aHKa, moJy-
YUBIIero Ha3dBaHue «HanuoHasbHas 6a3a reHe-
THYeCKOU uHopManuu». B CBA3U € 3TUM yueHble
CUMTAIOT, UTO «e/IiHast 6a3a JaHHBIX CTAHET KJII0-
YeBbIM 3JIEMEHTOM HWHQPACTPYKTYpbl TE€HETH-
YeCcKUX UCC/leZjoBaHUN U pa3paboTok B Poccuy,
KoTOpasl OyZeT obecrneynBaTh XpaHeHHUE, UHTe-
rpaygyi 4 aHajau3 HMHPOpPMALMM, MOJydaeMOU
O0Te4YyeCTBEHHbIMU W 3apyOeXHbIMU OpTaHU3aIH-
aMu» [6, c. 99]. [Ipu 3TOM CTOUT YUUTHIBATH, UTO
noctaHoBJieHUe [IpaBuTesnbcTBa PO ot 31 gHBa-
ps 2024 r. Ne 87 «O rocypapcTBeHHOU HHbOpMa-
[IUOHHOM crucTeMe B 006/1aCTH FeHETUYeCKON MH-
dopmauuun "HauuoHanbHasi 6a3a reHeTUYECKOH
uHpopmanuu”»'® paspemaer HCNoJb30BaHHE
HCKYCCTBEHHOTO UHTEJIJIEKTA U TEXHOJIOTUN Ma-
IIMHHOTO 00y4YeHUs1 NpU 06paboTKe MOCTyNalo-
el reHeTU4YeCcKor MHpoOpMaL Uy, YTO MO3BOJIS-
eT B KOPOTKHE CPOKHM 06pabaTbiBaTb GOJbILION

9 O BHeceHHMH H3MeHeHUH B PeJepasbHBI 3aKOH
«0 rocymapcTBEHHOM peryJMpoBaHUM B O06JIACTH TeH-
HO-UHXXEHEPHOU JlesiTeJIbHOCTH» : DPelepasibHBIN 3aKOH OT
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(mata o6pamenust: 04.05.2024).

06beM MHbOpPMALUM U UHTETPUPOBATh €€ B UC-
CJ1eJI0BaTeNbCKYI0 J1eTeTbHOCTb.

Ho mnoMHMO TMOJIOXKHTENbHBIX pe3yJbTa-
TOB MCII0JIb30BaHUSI HOBBIX TEXHOJIOTUH cylie-
CTBYIOT U OTpULaTeJbHble, a UMEHHO PUCK He-
NpaBOMEPHOTr0 JOCTyNa TPeTbUX JIMUL, K TaKOH
HHGOpMAllMM W HCIOJIb30BAaHHUs ee B IeJsX,
He COOTBETCTBYIOIIUX 3aKOHY.

PT. balirapyH OTMETWJ, YTO «PUCK HECAaHK-
[MOHUPOBAHHOTO JOCTyNMa K WHQOpPMAIHMH, CO-
Jlepkallleiics B KOHCOJIMJMPOBAHHBIX 6a3ax JaH-
HbIX, HeCeT B cebe OMACHOCTHU KakK /[IJisl YaCTHBIX,
Tak U JAJ NyOJUYHBIX UHTEPECOB, BIIOTH [0
yIrpo3 HallMOHa/JIbHOW 6e3omacHocTu» [7, c. 173].
JdTa npobsieMa MOXKET BOSHUKHYTh B CBSI3U C UC-
N0JIb30BaHWEM YIPOLEHHOT0 MKXPPOBaHUSA TO-
JlydaeMbIX [IaHHBIX, a TaKXe yCTapeBUIMX Tex-
HOJIOTUYECKUX CIIOCOOOB C IIeJIbI0 COKpalleHUs
pacxo/loBaHUs  BbIJIeJIEHHBIX  TOCYIapCTBOM
cpeactB. COOTBETCTBEHHO, ecau OyfeT obecre-
YeHO BHeJpeHUe HOBEHWIIUX TEXHOJIOTUH, HUC-
MOJIb3YIOIIUX CIelUaIbHbIe CIOCO6bI MUPPOBKU
JIAaHHBIX, U TOBbIIIEHHBIA yPOBEHb 3aLIUTHI, TO
MOJIYYUTCSI MUHUMHU3UPOBATh PUCK YTEUKU reHe-
THYeCcKOW HHOpMaLUU.

M.II. MMekoBa cYuTaeT, YTO MOTYT OBIThb
CO3/laHbl pa3Hble BHJbl 6M00AHKOB [8, c. 56].
[lo BU1aM /1eITeIbHOCTHU BbIZEJSAI0TCH 6100aHKH,
HalpaBJieHHblEe Ha IPOBe/ieHHe HayYHbIX U3bICKa-
HUM, MEJUIIMHCKUX HCCe[JOBAaHUM, a TaKXKe KpU-
MUHaJUCTHYeCcKHe. [Ipy aToOM oTMeyaeTcs, 4YTO
«IPUHLIUMIIHMAJbHOE PA3IUINe MeX/y 6hoJioruye-
CKUMH 6a3aMM JjaHHbIX (6H0O6aHKaMHU) 3aKJr04a-
eTCs B TOM, YTO MPABOBOMU cTaTyc desepasbHON
6a3bl TeHOMHOM WHQOpPMaLUU TOJJIEXUT OIpe-
JIeJIEHUIO Cllella/JibHbIM HOPMAaTUBHBIM aKTOM,
B TO BpeMsi KaK UHble BH/Ibl OUOJIOTUYECKUX 6a3
JlaHHBIX QYHKIUOHUPYIOT B YCJIOBUSIX OTCYTCTBUS
Heob6X0IUMOM MPaBOBOM OCHOBLI» [9, . 136].

TeM He MeHee 3aMeTeH KOJWYeCTBEHHBIU
POCT YacTHBIX KOMMepUecKux 6M06aHKoB B Poc-
CUH. ITO CBS3aHO C TeM, YTO OOJIbIIYIO MOMY-
JIIPHOCTb MPUOGpPENH JIOOUTENbCKUE aHATU3bI
JHK (6e3 MeauIMHCKUX MOKa3aHWH), KOTOpbIE
OCHOBBIBAIOTC Ha MNPOBEJEHHOM TreHeTHYe-
CKOM TeCTUPOBAHUM, BbIJIeJSIOUIEM ONpeE/eeH-
Hble CBeJleHUs, Kacarluecsa NCUXopUu3nIecKoro
3/10pOBbS, KYJBTYPHBIX U POACTBEHHBIX CBA3EH.
[Io pesysbTaTaM Takoro aHajin3a o6paTHUBIIeecs
JIUI0 NoJTy4aeT UHGOPMALHIO O COCTOSIHUM CBOE-
ro 3/10pOBbfl, HAJIMYHHU aJlJIEPrUYeCKUX peaK Ui,
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[AaTOJIOTHUYECKUX WJIM MHBIX MYTAallMOHHBIX NPO-
1jeccax, B TOM 4ucJie o IpodpecCrOHaIbHbBIX, TBOP-
YeCKHUX, YMCTBEHHbIX CIOCOOHOCTSX.

HecmoTpAs Ha mNoJIOXWTe/IbHbIE CTOPOHBI
IPOBOAMMBIX YaCTHBIMU 6M0OGaHKaMU MPOLEYP,
MMEHHO U3 HHUX CYLeCTByeT IOBBIIIEHHBIA PUCK
yTEeYKH reHeTH4YecKod MHpopMauuu. ITO CBs3a-
HO C TeM, YTO NOJ06HbIE OPraHU3alMd HE UMEIOT
JleICTBEHHBIX MEXaHU3MOB 3aLiUTbl OT HECAHK-
LIJMOHHPOBAHHOTO JI0CTyNa TPEThUX JIULL K XpaHs-
elcst reHeTUYeCKO HHPOPMAIUY, /1a U B 1[eJIOM
He HalleJIeHbl Ha obecrieyeHue ee 6€30MacHOCTH.
K ToMy >xe omnpejie/ieHHble ONaceHUsl BbI3bIBaET,
Kak ykasbiBaeT M.H. ManewnHa, oTcyTcTBUE CH-
CTEeMHOI'0 NO/X0/a 3aKoHozaTe 1 K GOpMHUpOBa-
HUI0 HOpMaTUBHOM 6a3bl 0 6uob6aHkax [10, c. 101].

Ucxonsa W3 cTaHAApTHOrO persiaMeHTa Je-
ATEJbHOCTM OMOGAHKOB, Ha HUX BO3JaraeTcs
006513aHHOCTb MOJIYYUTh B MPOCTON MUCbMEHHOU
dopme nm06poBOSIbLHOE HHPOPMUPOBAHHOE CO-
rJlacle CBOero KjueHTa (joHOopa) Ha 06paboTKy
JlaHHBIX, U3BJIEYEHHbIX U3 ero 6MO0JIO0rHYecKoro
MaTepuasa. [Ipy 3TOM TakKUX COIJIaCUH JOJIKHO
OBITh HECKOJIbKO: Ha HU3bSATHE GUOJOTHUYECKOTO
MaTepHasa, Ha y4acThe B IPOBOJAMMOM UCCJIE/0-
BaHUH, Ha 06pabOTKy NepeZlaBaeMblx OGMOOAHKY
IIepCOHAJbHbIX JAaHHbIX. OJHAKO 3a4acTylo He
npeJCcTaBasgeTCd BO3MOXKHBIM 3apaHee Ipefy-
CMOTpeTh, Ha KaKoe KOHKpeTHOe HcC/le/joBaHue
OyzeT HampaB/eHa MOJIlyYeHHasl TeHeTH4yecKas
nHpopmauus. CyllecTBEHHbIM HapylIeHUEM B
TaKOM CJIy4ae sIBJISIeTCS Heco6JI0/leHrue 3aKOHO-
JlaTeJIbHOr'0 TpebGOBaHUs O NMPeSOCTaBJIEHUH CO-
rjacusi JoHOpa KakK HernocpejCcTBEHHOrO y4acT-
HUKa HUCC/le/JoBaHuUs.

[Ipo6/1eMaTUYHBIM SIBJISIETCS U TO, UTO MMe-
I0lMecss 3aKOHOJATeJ IbHble MOJIOXKEeHUsI He Y4u-
TBHIBAlOT BO3MOXHbI€e JINUHblE UHTEPEeCHl YesI0Be-
Ka, KOTOPBIM NpeJoCTaBUJ/ CBOX IeHeTHYeCKYIO
MHPOPMaLMIO [JIs IPOBeJleHUs NHTepeCcyollero
ero uccjae/J0BaHus.

B nocienyoumeM gelicTBus 6Mo6aHKa CBs3a-
Hbl C 06e3JITMYMBAaHUEM MOJYYEHHBIX TeHeTHYe-
CKHUX JJaHHBIX, KOTOpbIe MMO3BOJIUIN OBl ONpe/e-
JIUTh B3aUMOCBSI3b JJOHOPA U ero 6uomMaTepuasa.
B ToM 4nc/ie BOSMOXHO IPUMEHEeHNE NpoLelyphl
aHOHUMM3ALMU C IOMOIbI COOTBETCTBYIOILIUX
TEXHOJIOTUH. ITO MO3BOJIUT UCKIYUTb BO3MOXK-
HOCTb TPOCTOTO CONOCTaBJeHUsI JaHHbIX 6e3
HeOoOXOJAUMBIX TeXHUYECKUX cpefcTB. CTOUT OT-
METHUTbD, YTO yKa3aHHble TPeOGOBaHUS SIBJISIOTCS

006513aTeJIbHBIMHU JIJIs COGJII0/IeHUsI TTPaB yesoBe-
Ka Ha KOHOUJeHI[UAJbHOCTb.

[Ipy moJsiyueHUH OGUOJIOTUYECKOTO MaTepHu-
aJla 6M06aHKH, B COOTBETCTBUM CO CBOeH je-
SITEJIbHOCTBIO, OCYLIECTBJISIIOT €ro 06paboTKy
U xpaHeHue. [Ipy 3TOM Takvde MaTepuasibl HAXO-
JATcs TM60 BO BPEMEHHOM BJaJleHUU GHOGaH-
Ka, OCTaBasiCb B COGCTBEHHOCTH KJIMEHTOB, JIH-
60 MCKJIIOUYUTENBHO B COOCTBEHHOCTH OMOOAHKA.
B.A. Tpy61Ha cuuTaeT, YTO NPaBO COOCTBEHHOCTHU
Ha GUMOMaTepUasbl NMepPeXoJUT OT OPUTHHATOpPA
(moHOpa) K HAy4YHO-UCCIe[0BATENbCKON UIN Me-
JUITMHCKOW OpraHu3allli, KOTopasg MOXeT pac-
MOPSDKATbCSI UMU B NpeJieiaX, YCTaHOBJIEHHBIX
JIOTOBOPOM M 3aKOHOJIaTeJbCTBOM, B TO BpeMs
Kak WHbOopMalLus, ABAAKIIAACA 06BEKTOM JINY-
HbIX HEHWMYILIEeCTBEHHBIX IPAB U OTHOCSAIIASCA
K KaTeropuu MepcoHaTbHBIX TAHHBIX, HE MOXET
OBITH OTYYXKJEHA OT OPUTMHATOPA B CUJY CBO-
ert npupoar! [11, c. 155]. Coryamascek ¢ JaHHBIM
MHEHHEM, AYMAETCs, YTO HeobOX0AMMO obecre-
YUTb pa3/ie/ibHOe XpaHeHUue U 0060C06JIeHHbIN
y4eT 6MoMaTepHualioB BCeX JOHOPOB OLOOAHKOB.

B cT. 5 ®enepanbHoro 3akoHa «0 nepcoHasb-
HbIX JIaHHBIX» MPEAYCMOTPEHO, YTO 06pabaThI-
BaeMasi UH}opManus Jo/KHA ObITh OrpaHUYeHa
KOHKpPETHBIMU M 3apaHee OINpejie/IeHHbIMU 3a-
KOHHBbIMU 1esissMu' L, [Ipu 3TOM Bech 06beM 06pa-
60TaHHOM reHeTHU4ecKOW MHPOPMALMM AOKEH
COOTBETCTBOBATH 3apaHee YKa3aHHBIM B IOTOBO-
pe ¢ JOHOPOM L eJIsIM.

O HaKO Lie/1b, KOTOPYIO ONpeesinl 3aKOHO/a-
TeJIb, MOXKET CTaTh HeoNpe/e/leHHON, TOCKOIbKY
He BCerJia Mpe/CTaBJsAeTCs] BO3MOXKHBIM Hpeay-
CMOTpeTb BCe BapUaHThI UCIOJb30BAHUS TeHe-
THUYECKHUX JJAaHHBIX. ITO Peonpe/iessieTcs JJoaen
HEHU3BECTHOCTH, KOTOPYIO COJEPXKUT TreHeTHde-
ckag uHdpopManuga. B TakoMm ciaydae B mpolecce
cb6opa GHUOJIOTUYECKOT0 MaTepHuasia HEBO3MOXKHO
omnpe/leJITh 3HaYeHHe U TTOJTHbIM 06'bEM MOJTyYae-
MOH reHeTHYecKol uH$OpMaL MY, 0 KOTOPOH ciie-
JIyeT mpouHPopMHUpPOBaTh JHIO. COOTBETCTBEH-
HO, IPY TPOBEIEHUH COTPYAHHUKOM HUCCJIeIOBAHUSA
¥ 3al0JIHEHUH YYaCTHUKOM HCCIe[0OBaHUS CO-
rJ1acusi Ha 06pabOTKy MepCOHAJbHBIX JAaHHBIX
Heo0X0AUMO OyZleT yKa3aTb BeCb BO3MOXXHbBIN
nepevyeHb CIOCOGOB C60PA, XPAaHEHHUS U UCTIOJIb30-
BaHHUS MOJIyYEHHON reHeTU4YecKoW MHPOopMaLUu
B CaMbIX Pa3JIMYHbIX LeJsax [12, c. 106].

11 O mepcoHasNbHBIX AaHHBIX : PemepasbHBIA 3aKOH
0T 27.07.2006 Ne 152-®3 [3nekTpoHHbIH pecypc] // JocTyn

TIPABOBOE 'OCYJAPCTBO: TEOPVIA 1 TIPAKTUKA

U3 CrpaB.-npaBoBoi cucteMbl «KoHcynbTaHTILIIOCY.
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[eHeTHYeckre [aHHble I03BOJIAIOT H/JIE€H-
TUPULUPOBATH CYyO'bEKTA, 2 IOTOMY BO3HUKAIOT
onaceHMUs], CBSI3aHHbIe C UCI0Jb30BaHUEM TaKOU
MHPOpPMaALMK B IPOTUBOIPABHLIX Liessx. B cBs-
31 C 3THUM JOJDKHBI O6bITh pa3paboTaHbl YETKUE
NpaBOBble Mepbl NMPOTHUBOAeUCTBUA. K ToMy ke
nepe/, 3aKOHO/aTeJleM CTaBUTCA 3aJia4da, CorJiac-
HO KOTOPOH [JOJGKHO OBITb SICHO OIpejieieHo,
B KaKHX CJy4asX BO3MOXHO JJOOPOBOJIbHOE WJIN
)Ke 00s3aTesibHOe NpeJlOoCTaBJIieHHe TeHeTHhde-
ckoi uHbOpMaLu{, B TOM 4YHCJe yCTaHOBJe-
Hbl CPOKH ee XpaHeHHUs B 11eJIOM U B KOHKPETHO
omnpe/ie/ieHHbIX 61M06aHKaX. Jlo/1KHbBI ObITh NPe-
YCMOTpEHbI MpaBuJa CcobJZieHus KoHU/eH-
LUAJbHOCTHU NpPeJOCTaBJIEHHOW TeHeTU4YeCKOu
MHbOpMALMK, HCKJIYAIlIMe IoJyieHue He-
CaHKLMOHUPOBAHHOI'0 JOCTyNA K HEW UHBIX JIULL.
YkazaHHOe MoJIoKEHHUE JOHKHO ObITh OTPaXKEHO
Ha 3aKOHO/IaTeJIbHOM ypPOBHE B BHJE NepedHs
CyO'beKTOB, UMEIOLIMX JJOCTYI K NpeJoCTaBJeH-
HOM MH$OpMaLMH, B TOM 4YMCJ/e NpeJycCMOTpeHa
BO3MOXXHOCTb ee 00e3/IM4YMBaHUS.

MexyHapo/Hble aKTbl perJIaMeHTUPYIOT aB-
TOMaTHYecKoe yaJleHre U IpeKpalieHNe UCTI0JIb-
30BaHUsl TeHeTH4YeCKOW HHPOpMaLMU B CBA3U
C JOCTHKEHUEM NIOCTaBJIeHHOH Lesid. O HaKo yKa-
3aHHO€ IPaBUJIO B POCCUMCKHUX HOPMATUBHO-IIpa-
BOBBIX aKTax MpeJyCMOTPEHO HECKOJIBKO B UHOM
Buje. B yactHocTy, . 1 cT. 12 ®enepanbHOTO 32-
koHa «0 rocyfapcTBEHHOU TeHOMHOM permcrpa-
nuu B Poccuiickoit ®enepauuu» onpejeseTcs,
YTO NpeJe/bHbIM CPOK XpaHeHUsl TeHOMHOMN HH-
dbopmManuy, nojsy4yeHHOH pyU NPOBeJileHUH TeHOM-
HOM perucrpayuy rpaxzaaH P®, HMHOCTpaHHBIX
rpakJaH M JuL, 6e3 TpakJaHCTBa, NPOXXHBAlO-
IMX JINOO BpeMeHHO NpebbIBalOIINX HA TepPUTO-
pun Poccuy, cBsisaH ¢ ycTaHOBJleHHEeM daKTa UX
cmepTH 160 paBed 100 rogam ux Bo3pacra, eciv
CcBeieHUHN 0 QakTe cMepTu He uMeeTcs. Hckiiro-
YeHHe COCTaBJISIET CPOK XpaHEHHs! B OTHOLUIEHUH
HEyCTaHOBJIEHHBIX CYyOBEKTOB, el GuomaTepu-
aJl 6B U3BAT B XOZle MPOU3BOJCTBA C/IE/ICTBEH-
HbIX JIeWCTBUN, HEOTIO3HAHHBIX TPYIOB, OJIM3KUX
POJCTBEHHUKOB MpoMNaBllero 6e3 BecTH JIMILA.
B 3TOM caydae oH paBeH 70 rogam’2,

[lo ucTeyeHNHN yKa3aHHBIX CPOKOB TaKas WH-
dbopManusg YHUYTOXKAeTCs OpraHusalved WU
OpraHOM, Ha KOTODPBIN BO3JIOKEHO ee XpaHeHHUe.

12 O rocygapCTBEHHOM reHOMHOM peructpauuu B Poc-
curickoit ®enepanuu : PesepanbHblil 3akoH oT 03.12.2008
Ne 242-®3 (pen. ot 06.02.2023) [d1eKTpoHHBIHN pecypc] //
JlocTyn u3 cpaB.-npaBoBoM cucTeMbl «KoHcynbTaHTILII0C».

Tak:ke B 3aKOHOJ]aTeJILCTBE OTMEYAETCsl, YTO re-
HeTHYecKass UHpopMalus, MoJydeHHasl Ipy J10-
OpOBOJIBHOM pEerucTpaluy, YHUYTOXKAETCS II0
3asBJIEHUIO CAaMOTO0 JIMIA, 3aKOHHBIX NMpPe/iCTaBHU-
TeJiell HeCOBePIUIEHHOJIETHUX, OTPAaHUYEHHO /Jlee-
CIOCOOHBIX U HEJIeeCTIOCOOHBIX JIHL],

AKTya/lbHBIM BONPOCOM sIBJIsieTCSA 06paboT-
Ka reHeTH4YecKkod HMHPOpMaLUK HE TOJBKO He-
IOCPEeCTBEHHOI0 yYaCTHUKA HCCJIEL0BaHMUS,
HO Y TPETbUX JINII, CBA3aHHBIX C HUM POZCTBOM.
K TakuM cyOGbeKTaM MOXHO OTHECTH KPOBHBIX
PO/ICTBEHHUKOB — HOCUTEJIEH TeX UJIM UHBIX re-
HOB, UHBIX CyO'b€KTOB TPABOOTHOIIEHUH, B KOTO-
PBIX YYaCTHUK UCCaeJoBaHuM cocTouT [13, c. 91].
[eHeTH4Yeckass MHPopMaIUs JAHHBIX CYO'bEKTOB
MI03BOJISIET PACKPBbITh MX HACJeACTBEHHble 60-
JIe3HU, BO3MOXXHble MYTalUH U T. /1., 0 KOTOPBIX
OHH He 3HaJIU UJIK He XOTeJU Obl 3HATh.

[Ipy 3TOM aHaAJOrMYHBIM 06pa3oM 3aTpa-
TMBAIOTCS MHTEPEChl HAacle[oaTeNs] U Hacle[-
HUKOB B Cjy4ae 00pabGOTKH WX TFeHeTHYeCKOou
uHpopmauuu. [lpu ucciesoBaHuM G6UOOAHK He
OTIOCpe/IOBaHHO o06pabaThiBaeT HWHOOPMAIUIO
Cpa3y HEeCKOJIbKUX JIUI], J0HOPa U HACJIeJHUKOB,
B CBSI3M C UX OUOJIOTUYECKOH CBA3bI0. [laxke yuu-
TBIBasl, UTO TeHETHUYECKOe HCCJelOBaHUE Mpsi-
MO 3aTparvBaeT UX UHTEPEeChl, MeX/yHAPO/HbIE
Y POCCUICKHe HOPMaTHBHbIE aKThI He MpeycMa-
TPUBAIOT MOJTYYEHHE COTJIACHS OT 0603HAYEHHBIX
BbIllIEe CYO'BEKTOB.

CoOTBETCTBEHHO, Ja/IbHENIIINE TeHETUUECKHE
HCCIe/JOBAaHUS He TPeOYIT KaKOoro-Jubo CorJia-
CHsI HA 00pabOTKY reHETUYECKUX JAHHBIX OT UHBIX
JIL, TaK WJIM UHAYe CBSI3aHHBIX C CAMUM JJOHOPOM,
B CBSI3U C YEM HUKAK He BJIMAIOT Ha IOTPEGHOCTH
Hay4HbIX Mcclef0BaHUM. OnpaBJaHHOCTb [oJ1yYe-
HUSI COTJIACHS MHBIX JIUI] MOTJIA GbI TOJIOXKUTENBHO
CKa3aTbCsl HA BO3MOXXHOCTH NMPEBEHTUBHOIO Jie-
YeHHUS BbISIBJIEHHBIX Y HUX 3260/1€BaHUH.

U3 u3/00)keHHOro cJie[lyeT, YTO B POCCUM-
CKOM 3aKOHO/ATe/IbCTBE He MpeayCcMaTpPUBAIOTCS
IpoLeAypbl, TIO3BOJISIOIME JJOHOPY GUOMaTepu-
aja oTo3BaThb cBoe comiacue. [locKoJIbKY reHe-
TH4eckass HHPOpMalus MpeJrnosaraetT IMpoBe-
JleHWe Hay4HbIX MCCJeIOBAaHUN, OM0OAHK MOXET
B JlaJIbHeHIleM HCIO0JIb30BaTh e€e B HCCIe/j0Ba-
TEJIbCKUX IeJIsIX, 06€3JIMYUB, HO HE YHUYTOXKMUB.
Takum o06paszoMm, Jaxe B clIy4yae OT3bIBa COIJIACHS
Ha 06paboTKy JaHHBIX, reHeTUYecKass nHdopMa-
I[MsI KOHKPETHOTO JIOHOPA MOXKET ObITh UCI0JIb30-
BaHa B HAYYHBIX L[EJISIX.
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3AK/JIIOYEHUE

Ha ocHOBe mNpoBefeHHOTr0 WUCCIAEJ0BAHUS
MOXKHO CZIeJIaTh CJIeAYIOIIHe BbIBO/IbI.

Bo-mepBbIX, B cdepe TeHETHYECKUX HC-
c/leJOBaHUU BUJUTCSA HeOOXOAWMOCTb HOpMa-
THUBHOTO 3aKpeIJIeHHsl TaKOTo HalpaBJeHUs],
KaK «Hay4YHble TeHeTHYeCKHe HCCIe/[OBAaHUSI»,
B KauyecTBe OT[AEJBbHOTO 3JIEMEHTA C O0COOBIM
MPaBOBBIM PEXKHUMOM.

Bo-BTOpBIX, UHUBUAYAJIbHOE JOOGPOBOJIBHOE
coryiacue ZI0JDKHO MOJIYYUTh HOPMaTUBHOE 3aKpe-
IJIeHHe B 3aKoHogaTeabcTBe Poccuiickonn ®epe-
paiuu, KkacamwieMmcs cbepbl FeHeTUYeCKUX Ucce-
JOBaHUM. B aTOM CBA3U NpecTaB/IseTCs BaKHbIM
3aKpEeNnUTh B HOPMATHBHO-TIPABOBBIX aKTaX, YCJIO-
BHsl MCIIOJIb30BaHUS MOJIyYEHHbIX TeHEeTUYECKUX
JAHHBIX B CTPOro OIpe/ieJIeHHbIX IeJislX, B TOM
yyrcJie HaydHbIX. Kak BapuaHT, BO3MOXKHO BHe/pe-
HUE Pa3JINYHbIX 10 XapaKTePY, 00'bEMY U COJIeprKa-
HUIO BUJIOB COTJIACUs HA AOCTYI K TAKUM CBEJIEHU-
sM. [locsie TOTO KakK 1ieJib, B CBSI3K C KOTOPOM ObLIO
BbIPAXKEHO COIJIacue JIOHOPa, 6blia JOCTUTHYTA,
Heo6X0AMMO 06€eCliednTh aBTOMAaTHIECKOE yaasie-
HUe reHeTUYeCKOH HHPOPMaLUH.

MaTepuaJibl, BKIIOYaloLiMe B ce6s reHeTHuYe-
CKy10 MHPOpPMAIHIO, @ TAK)KE TeHeTUYECKUN MPO-
GWIIb, TOJIyYEHHBIH C TOMOIIBI0 BBICOKOTEXHOJIO-
TUYHOT0 060PY/l0BaHUs, HE JOIXKHbI B CBOOOJHOMN
dopme cobupaTbCcsl y NOHOPOB GHOMATEpPUAJIOB
U YK TeM 6oJiee XpAaHUTbCA 6e3 J0CTATOYHBIX
JIJIs1 TOTO OCHOBAHUH.

B-TpeTbux, TpebyeTcsi MpPOBECTH MOJep-
HU3ALMI0 NPABOBOTO PETyJUPOBAHUS JesiTelb-
HOCTM OHOOAHKOB, KOTOpasg IM03BOJIWJIA Obl
KOHKPETU3UPOBAaTh OCOGEHHOCTH IOJIyYEHUS
1 06paboTKu MHPOPMALUK, BU/JbI €€ UCIO0JIb30-
BaHHUs, a TaKKe MHPOPMALMOHHO-TEXHUYECKHE
Y I0pUIMYECKHUE MePhI 3aL[UThI.

B-4eTBepThIX, HEOOGXOJMMO Ha 3aKOHOJa-
TEeJIbHOM yPOBHE OIpe/leJIMTh KOHKPETHbIE CPO-
KU XpaHeHHUs reHeTH4ecKOW WHopManuu npu
NpOBeIeHUH TeHEeTHYeCKUX HUCCJeJOBAHUH, MO-
CKOJIBKY X OTCYTCTBUE BJIeYET HapylIeHUE MPaB
JIOHOPOB reHeTUYECKOr0 MaTepuaJia.

TakuM 06pasoM, JIOJIKHBI ObITh 06ecreYeHbl
rapaHTUHM JOHOPOB T'e€HEeTHYeCKOTro MaTepuasa
KaK yYaCTHUKOB TeHETHUYEeCKUX MCCJIeJJOBAHUN
B Ipolecce cbopa, XpaHeHUs] M 0OpalleHUs
reHeTH4eckod nHGoOpMaIuu.
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