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CUCTEMHBI B3I'JIs1] HA IPOBJEMY ®OPMUPOBAHUSA
3AKOHOJIATEJIbCTBA O TEHETUYECKOUW UH®OPMAIIUU

Py3anoBa Banentuna JlmutpueBHa, 3aBexnyromas Kageapol TIpa)kIaHCKOIro
U NPEAIPUHUMATENBCKOTO npasa Camapckoro HAI[MOHAJIBHOIO
UCCIIEI0BATEIBCKOr0 yHUBepcuTeTa uMeHH akagemuka C.I1. Koponesa;
Mapteiukun  Cepreit  BuxTtopoBuu,  JIOHEHT  Kadeapsl  Ipa)kIaHCKOIO
Y IPEANPUHAMATEIBCKOTO npasa Camapckoro HaI[MOHAJIBHOIO
HCCIIEIOBATENBCKOTO yHUBEpcHuTeTa uMeHn akagemuka C.I1. Koponesa.

B cratbe onpenensieTcss MECTO 3aKOHOAATENbCTBA O TEHETHYECKOW MH(pOpMaIuu B
CUCTEME 3aKOHOJATENbCTBA O NEPCOHAIBHBIX JAHHBIX U MPEIaraeTcs MIMPOKUI
HOJIX0J K €ro (OpMHPOBAHUIO IMyTEM M3JAHUS COIJIACOBAHHBIX C OTPACIIEBBIM
IPAaBOBBIM PETyJIMPOBAHUEM aKTOB, 3aKPEIUIAIONIMX IpaBa U CBOOOJBI UEIOBEKa;
NOPAJIOK, YCJIIOBHS U IOCJEACTBUS HAy4YHBIX MCCIIENOBAHMM, CBA3AHHBIX C TEHOMOM
YeJI0BEKA; pa3BUTHE U IPUMEHEHUE TEHETUUECKUX TEXHOJIOTUM.

KioueBble c¢Jj10Ba: 3aKOHOIATENBCTBO, TEHOM, IPABOBOM PEKUM, IIEPCOHAIBHBIE
JaHHBIE, TeHETUYECKask NH(popMaus.

SYSTEMIC VIEW ON THE PROBLEM OF FORMATION OF
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The article defines the place of legislation on genetic information in the system of
legislation on personal data and proposes a broad approach to its formation by
Issuing acts consistent with the sectoral legal regulation that enshrine human rights
and freedoms; the procedure, conditions and consequences of scientific research
related to the human genome; development and application of genetic technologies.
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B Hacrosimiee BpeMs ~ MHTEHCUBHO  (OpPMHUpYETCS  POCCHIICKOE
3aKOHOJIaTEILCTBO, CBA3AHHOE C reHeTnyeckor nHpopmanueit. 1 3To He cimyyaiiHo,
IIOCKOJIbKY B COBPEMEHHBIX YCIOBHMSX MEXKIYHApOJIHOE COOOLIECTBO BCE



HACTOWYHMBEE CTABUT BOIIPOC O HEOOXOAMMOCTH 3aIUTHI TEHOMA C CAMBIX IITUPOKHUX
MO3UINI: IMyTeM 3aKperieHUs] COOCTBEHHO PeXUMa TeHETHUYECKON HH(OpMAIlH;
IIPUHLINIIOB, YCIOBUM U IOCIEACTBUM NMPOBEICHNS HAYYHBIX UCCIECIOBAHUM B 3TON
chepe; BEKTOPOB pPA3BUTUS W TPHUMEHEHUU TeHETHYeCKHUX TexHoyorun. Kak
CIIPaBEJIMBO TOJYEPKUBACTCA B JIMTEPATYpE, 3alllUTa I'€HOMAa HaIlpaBlieHa HE
TOJIBKO HA COXPAHEHUE >KU3HU WM 300pOBbS KOHKPETHOTO YEJIOBEKAa, HO M Ha
COXPaHEHHE FeHOMA €ro TTOTOMKOB .

B cBi3M ¢ O3TUM, BHIWTCA aKTyaJbHbIM OIPEACICHHE OCHOBHBIX
JOKTPUHAJIBHBIX MOJXOJ0B K CO3aHUI0 HOPMAaTMBHOIO MAacCHBA, KaCaroIIErocs
reHoma 4esnoBeka. C TOYKM 3pEHHUS] TEOPHUH CUCTEM COBOKYNHOCTh HOPMATHBHBIX
MIPAaBOBBIX AaKTOB, YCTAaHABIIMBAIOUIUX PEXKUM T'E€HETUYECKOM uH(pOpManuu B
IIUPOKOM €ro MOHUMaHuU (T.e. OOBEAMHSIONIMM BCE Ha3BaHHBIC BBILIE
HaIPaBJICHMUS), SABIIAETCS CTPYKTYPHOM JIEMEHTOM MIOJMHCTUTYTA
OMOMETPUYECKUX TMEPCOHAIBHBIX JaHHBIX. [Ipu 3TOM B KauecTBe MHCTUTYTA IIO
OTHOLIECHUIO K YKa3aHHOMY IOJUHCTUTYTY BBICTYNAET 3aKOHOJIATEIbCTBO O
MEPCOHAJIBHBIX JIAaHHBIX, BO TIJIaB€ KOTOpPOro crtoutr DenepajibHbIi 3aKOH OT
27.07.2006  Ne 152-03 «O MepCOHANBHBIX  JAHHBIX) . Hassannoe
3aKOHOJIaTEIBCTBO UMEET YEPThl MHOTOCTPYKTYPHOCTH B CHJIYy KOJMYECTBEHHON U
KaueCTBEHHOM JIWHAMUKHM IIPEIMETa MPaBOBOrO peryaupoBaHuss. OTMETHM, YTO
MMEHHO HEPA3PbIBHAS CBA3b NIEPCOHAIBHBIX TAHHBIX C YEJIOBEKOM IPEIONPEAEISIET
€AUHCTBO  IPUHLUIIOB [IPaBOBOTO  PEryJUMpPOBaHUIO  OTHOUIEHUH B
paccmaTrpuBaeMoil obnactu U TpeOyeT 3alMThl paB rpakJaHUHA, MPEXIIE BCETo,
Ha KOHCTUTYLIMOHHOM YpOBHE. B CBOIO 04epeib, MHCTUTYT MEPCOHAIIBHBIX JAHHBIX
ABJISIETCSI  CTPYKTYPHBIM  DJIEMEHTOM TaKOM KOMIUIEKCHOM OTpaciu  Kak
MH(OPMAIITMOHHOE 3aKOHOAATENIbCTBO, LIEHTPAIBHBIM 3BEHOM KOTOPOIO SIBJISETCS
O®enepanpubiii  3akoH  or  27.07.2006 Ne 149-®3 «O6 wunHdopmaluwy,
MHDOPMALIHOHHBIX TEXHOIOTHSX H O 3aIUTe HHPOPMAIIHI) ,

Takum 00pa3om, MPaBOBOM PEKUM TEHETHUECKOW HMH(OpMAIUU JOTKEH, C
OTHOM  CTOpPOHBI, oO0nazaTh  OOIIMMHU  XapaKTEepPUCTUKAMH, IMPUCYLIUMHU
NEPCOHATBHBIM JIaHHBIM U OMOMETPUUYECKUM MEePCOHATBHBIM JaHHBIM, a, C IPYroi
CTOPOHBI, UMETh CBOM OCOOEHHOCTH, OTPaKAIOIINE €r0 YHUKaIbHOCTh. IHTEpecHo
OTMETHUTb, YTO B 3TOM Cllyyae OOHapyKMBaeTCA TaK Ha3bIBaeMasi CHHEpreThuecKas
CBA3b HA3BAaHHOTO DJIEMEHTAa C YKa3aHHbIMU HHCTUTYTOM M MOAUHCTUTYTOM,
COCTOSAIIAsE B TOM, YTO 3/IeCh HE B TIOJIHOM Mepe paboTaeT COOTHOIICHUE OOIIEro
cnequanbHoro. IIpHHATO cuyuTaTh, 4YTO CHEHHUAIBHBIE HOPMBI PAa3BHUBAIOT,

! Cm.: Paccomnos UM, Uybykosa C.I'. BHyTproTpacieBble NPUHIMITBEI 00paOOTKU T€HETHUECKON
nHpopmanun// AkTyanbHble mpo0aemsl poccuiickoro npasa. 2019. Ne 5 (102) maii. C.101.
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KOHKPETH3UPYIOT U JIOTIOJHSIOT OOIIME HOPMBI, OCTaBasiCch B paMKax oOmei
HaIlPaBJIECHHOCTH TMPABOBOr0 peryiupoBaHus. OJHAKO, MNPUMEHUTEIBHO B
MIPAaBOBOMY PEXKUMY TEHETHYECKOW HH(OpMAIMK 3TO MpaBWiIo paboTaer co
3HAYUTEIBHBIMU «OTCTYIUICHUSIMU», COCTOAIIMMHU B TOM, YTO MEXIAYHApPOJIHbIE
IIOJIOXKCHUSI ~ YCTAHABIMBAKOT  LEJIBIA  psAd  NPUHOMIMAIBHBIX  IIPABHII,
ONPEIEIAOIUX CYLIIHOCTh IPABOBOIO PEXKMMa AHAIM3UPYEMOTO BHJA CBEICHUM.
Bceobmast JeKknapaiys 0 reHOME 4YeloBeKa M IIpaBaX uenoBeka, Kak M3BECTHO,
MIPOBO3IJIACKJIA TEHOM YEJIOBEKa JOCTOSSHUEM YEJIOBEYECTBA, YTO HAJIAraeT 0COOYIO
OTBETCTBEHHOCTh HA TrocygapctBa 1o  (OPMHUPOBAHMIO  HAIMOHAIBLHOTO
3aKOHOJATENbCTBA. YKA3aHHBIM aKT M MexayHapoaHas JAekiapanus o
FEHETHYECKHX JAHHBIX UENOBEKA® PACCMATPUBAIOT COOIIONCHHE MPHHIHNA
OpUOPUTETA TIPAaB M OCHOBHBIX CBOOOJI YEJIOBEKAa, YEJIOBEYECKOIO JOCTOMHCTBA
JroAel B KauecTBe 0€3yCIOBHOIO TPeOOBAaHUS MPHU HCMOIb30BAHUM T'€HETHYECKUX
JaHHBIX U IPOBEJCHUH HAYYHBIX UCCIIEI0OBAaHUI B 3TOH cdepe.

BHyTpH COBOKYIMHOCTH HOPMAaTMBHBIX IPABOBBIX aKTOB, YCTAaHABIIMBAIOIINX
pPEXUM TE€HETUYECKOHM HH(POpPMALMH, CJIEAYEeT BBIIECIUTh TPU OCHOBHBIX OJIOKa
aKTOB, 3aKPEIUIIONINX: BO-TIEPBbIX, COOCTBEHHO MpaBa YEJOBEKAa U €ro OCHOBHBIE
CBOOO/IbI B 3TOU cpepe, BO-BTOPBIX, MOPSAIOK, YCIOBUS U MOCIEACTBUS IPOBEACHUS
HAy4YHBIX UCCIIEIOBAHNMN, CBA3AHHBIX C TEHOMOM Y€JIOBEKA, U, B-TPETbUX, Pa3BUTHE
U TNPUMEHEHHE TI'E€HETHYECKMX TEXHOJIOTMH. B JOKTpHHE MOAYEpKUBAETCS, YTO
IJIABHOM LEJIbI0 TAKUX MCCIENOBAHUN JIOJDKHO OBITh HE YIy4YILEHUE MPUPOIbI
YyeJIOBEKa, a JieueHue 00Jie3Hen 3,

Mpbl moanepKMBaeM BBICKAa3aHHYIO B JIMTEPAType MbICIb O MPUHATUU
CTIeHANTBHOTO 3aKoHa «O reHeTHdecKoi HHGOPMAIHIY ¥ TT0JaraeM, 9To B IeIIX
(opMHpOBaHUSA LEJOCTHOIO MPABOBOTO PEKUMA TE€HETUYECKONM HH(POpMALMH
HEOOXOAMMO H3/IaHUE Ha OCHOBE MEXJYHAPOJHBIX HUCTOUYHUKOB 0a30BOT0O 3aKOHA.
IIppu 5TOM Ba)XHO HMETh B BHJY, YTO B OTAEJBHBIX OTPACIEBBIX 3aKOHAX
COJICP)KUTCS (pparMeHTapHasi peryiaMEHTAIUs TeX UM UHBIX aClEeKTOB, CBA3aHHbBIX
¢ renomoM. Hampumep, ct. 15 CemeiiHoro koaekca Poccuiickoit (Dez[epauﬂns
yCTaHABJIMBAET MPABWIIA MEIULIMHCKOTO OOCJIEe0BAHMS JIMLI, BCTyNalOUMX B Opax,

! Beeobmas JieKJIapalus 0 TeHOMe 4elloBeKa M npaBax 4enoBeka (mpunara 11 HosOpsa 1997 r. Ha
29 ceccuu ['enepanbHoit koHpepeniun OOH no oOpazoBanuto, Hayke U KynbType — FOHECKO)
/ Hoctyn n3 CIIC «Koncynprantllinrocy.
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a TaKkK€ HX KOHCYJbTHPOBAHHUS IO MEIWKO-TEHETUYECKHM BOIPOCaM: OHHU
MIPOBOJIATCA TOJIBKO C COIIACHS YKAa3aHHBIX JIMI[ U MOTYT OBITh COOOLIEHBI JIUILY, C
KOTOPBIM OHO HAMEPEHO 3aKJIIOYUTh OpaK, TOJBKO C COTJIAcUs JIMIA, MPOLIEIIIErO
o6cnenoBanme. Crathst 152.2. I'paxaanckoro komekca Poccmiickoit ®eneparin’
3anpemiaer 0e3 coryiacus TpakJaHWHA OCYIIECTBIISATh T€ WM HMHBIE JCHCTBUS C
moboli  wHGOpMAIUE O €ro 4YacTHOM KHU3HM, K KOTOPOW OTHOCHUTCS U
reHernyeckass uHpopmauus u T.4. [lpm ¢dopMupoBaHMM TNPaBOBOrO peKUMa
TeHOMHOW WHGOpMAlMu JOKHO OBITh OOECHEYeHO €ero COIJIacOBaHUE C
OTPaCJIEBBIM MPABOBBIM PETYIUPOBAHUEM.

HccnenoBanue BBIMOIHEHO Mpu (puHaHCOBOM monnepxkke PODU B pamkax
HayuyHoOro npoekTa Ne 18-29-14073.
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