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O IEPCEKTUBAX INIPABOBOM PETJIAMEHTAILIMA CO3JAHUSA U
®YHKIIMOHUPOBAHWSI HAIITMOHAJIBHOM BA3bI JAHHBIX
TEHETUYECKOM UH®OPMAIIUU B PO

AmuneB @aput ['M3apoBuY, JOKTOpP IOPUAUYECKHX HAYK, OLEHT, mpodeccop
kadenpsl KpuMUHATUCTUKH MHCTUTyTa mpaBa bamkupckoro rocyaapcTBEHHOTO
YHUBEPCUTETA.

AnncumoB Brnagumup AseKCaHApOBHY, KaHAMIAT FOPUIWYECKHX HAYK, JOLEHT
Kadeapsl rpaxkaanckoro npasa MHcTuTyTa npaBa bamkupckoro rocy1apcTBEHHOTO
YHUBEPCUTETA.

Tema wuccinenoBanuss  0o0ycioBiIeHAa  HayaloM  peanu3auuu B Poccun
KPYIHOMAcCIITa0HBIX TMPOEKTOB IO CO3/IaHUI0 CHUCTEM XpaHEHUs U 00paboTKH
IF€HETUYECKUX JaHHBIX. B craTtbe mpoBeicHa OIEHKAa OCHOBHBIX HAIPaBICHUHN
pa3BUTHs  JEWCTBYIOIIETO  HAIMOHAJBHOIO  3aKOHOJATENICTBA B YacCTH
(opMHpOBaHUA COOTBETCTBYIOIIMX 0a3 JaHHBIX, XPAaHEHHUS M HCIOIb30BAHUS
HOJyYeHHOW TI'e€HOMHOM uHGOpMaluu, M TPaBOBOIO pPEKMMa CBEICHUIA,
coJiepKalxcs B 0a3e JaHHBIX.

KuaroueBble ciioBa: reHOM 4YelOBEKa; FeHOMHas HHGpopManus; 0aza JaHHBIX;
T€HOMHAasl pErucTpaLus.

ON THE OUTLOOK OF THE LEGAL REGULATION FOR
ESTABLISHMENT AND OPERATION OF THE NATIONAL GENETIC
INFORMATION DATABASE IN THE RUSSIAN FEDERATION
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Abstract: The topic of the study is due to the launching of large-scale projects to
establish genetic data storage and processing systems in Russia. The paper assesses
the main lines of development of existing national legislation on the establishment
of relevant databases, storage and use of the obtained genome information, as well
as legal regime of the data contained in the database.
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4 wona 2020 ronma Ilpesunenrom P® mno pesynbraram COBEIIAHHS IO
BOIIPOCaM Pa3BUTHUSI T€HETUYECKUX TexHoJoruil B Poccuiickoit @eneparuu ot 14
Mmas 2020 roga MpUHATO PEHICHHE O CO3JaHUU MH(POPMAIIMOHHO-aHAIUTUYECKON
CUCTEMbI XpaHEHUS U OOpabOTKM TeHeTHYeCKuX NaHHbIX «HarumonaneHas 0aza
reHETUYEeCKON MHPOpMaLIUN».

HecMoTpst Ha MaciITaOHOCTh MPOEKTAa U €r0 HECOMHEHHYIO 3HAUYUMOCTD JIJIsi
nesael 0e30MacHOCTH HaIero rocylapcTBa M BCEro OOIIECTBA, €ro peanu3anus,
OCOOEHHO B YacTH MEXaHHW3Ma [PABOBOIO PpEryJUPOBAHUS BbI3BIBACT Psf
CYILIECTBEHHBIX BOIIPOCOB.

['TaBHBIM M3 HHUX SBIISIETCSI BOIIPOC O XapaKTepe CBEICHUI, BKIIOYAEMBIX B
HanuonaneHyto 0a3zy renetuueckoil nH(GpopMaluu.

MOXHO BBIACIUTH JBa BO3MOXHBIX HAlpaBJICHUS peaU3allid HA3BAHHOTO
npoekta. [lepBbiii npeanonaraeT BKIOYEHUE B €AUHYIO 0a3y TaHHBIX T€HTUUECKHUX
npo¢uieil HaceneHus ctpaHbl. OOOCHOBAaHHMEM TAaKOTO MPEATIONOKEHHS CIy’KaT
MoJIoOKeHUs, cojepxamuecs B Ykaze IIpesunenra PO ot 11.03.2019 Ne 97 «O6
OCHOBax rocyJaapcTBeHHON monuTuku Poccuiickoir @eaeparuu B 001acTH
oOecreyeHnss XUMHUYECKOM U OMOJIOTMYecKor Oe3omacHoCTd Ha mepuon ao 2025
rojla M JAIBHEWINYH IIepCIEKTHBY», B KOTOPOM Hallla CBOE OTPAXKEHUE
koHuenuus JJHK-nacioptuzanum HaceneHus.

OTmeTuM, 4TO B COOTBETCTBUU C [IpOrHO30M Hay4YHO-TEXHOJOTHYECKOIO
pasButus Poccuiickoit @epepanmun Ha nepuon 10 2030 roma reHOMHas
MacrnopTU3alusl 4YeIOBeKa, KaK OJHO M3 NEPCHEKTUBHBIX HAMpPaBICHUS HAYYHBIX
HCCIIeIOBaHUM, TIpPEeACTaBsieT co00M 0azy NaHHBIX M 0a3y 3HAHUW TEHOTUIIOB U
raruioTUnoB HaceneHuss P®, a Takke 0a3y AaHHBIX U 0a3y 3HAHUNA KIMHUKO-
aCCOLIMMPOBAHHBIX OJIMHOYHBIX u MHO>KE€CTBEHHBIX HYKJICOTUHBIX
noJIMMOPGU3MOB, TEHOB M TEHHBIX CeTeH, BIUAIONMX Ha 3(PGHEKTUBHOCTH
dbapmakoTepanum.

[IpenarcTBrueM sl pean3ally TaHHOTO HANPaBJEHUs, B YACTU OTPaKEHUS
B HEM MEepCOHANbHBIX TEHETHMYECKUX Npoduiei sBIsSeTCS HEOOXOAUMOCTb
coOnofieHUss TpeOOBaHMM MEXIyHApOJHOIO TMpaBa, a HMEHHO BceoOriei
JeKJIapalii 0 TeHOME YeJOBEeKa M IpaBax yesoBeka, npuHATod 11 Hos6ps 1997
roga u MexXayHapoJHOW Jekjapald O TEeHEeTHYECKUX MJaHHBIX 4YeJIOBeKa,
npuHsATOM pezomonueii ['enepansuoit kondepeniuu KOHECKO B 2003 roz[yl.

B cuny ykazaHHBIX MEXIYyHApOJHBIX JOKYMEHTOB TJIaBHBIM YCIOBUEM
UCIIOJIb30BAaHUSl TEHETHYECKOW HHQOpMaluMu J000ro 4enoBeKa  SBISETCS
HEOOXOJUMOCTh  MOJY4YEHHUs OT HEro NpelBapUTEIbHOTO0, CBOOOJIHOTO,

! Cepimkn Ha MeXIyHAapOIHO-TIPaBOBBIE aKThI npuBOAsTCs 10 URL:https://www.un.org/ru/documents/decl_conv/
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uH(GOPMUPOBAaHHOTO  cornacusi.  Jlekmapamusi  NPEeAbsBIsSET  CleUUaTbHbBIE
TpeOOBaHUs K MpOLEAype MOJYYEHHS W COJEPKAHHMIO Takoro corjacus. Bo-
IIEPBBIX, COTJIACHIO JOJDKHO MPEAUIECTBOBATh IIPEAOCTABICHUE aJIEKBATHOW,
cOamaHCUPOBAHHOW M  JOCTOBEPHOM HWHGPOpPMALMK O IENAX TMOJyYCHHS
IF€HETUYECKUX JIaHHBIX, PUCKAX W IOCJIEICTBMIX [UIs 4eJloBeKa. Bo-BTOpBIX,
COJIEp)KaTeNbHO, — COTJIaCHe JOJDKHO KacaTbCsd BCEX BO3MOXKHBIX CIIOCOOOB
UCIOJIb30BaHUs TeHeTuUeckol nHpopmanuu. B-tpetbux, [exknapanus 3akpemiser
IPAaBO YEJIOBEKAa Ha OT3bIB PAHEE JAHHOTO HMM COIJIacus Ha MCIIOJIb30BAHUE
TeHETUYECKUX JIaHHBIX WM OHOJIOTUYECKHMX O00pa3loB, coOHWpaeMbIX B
MEIUIMHCKUX M HAYYHBIX LIENsAX. B 3TOM ciydyae u JaHHBIC, U B3ATbIE 00paslbl HE
MOTYT OBITh MCHOJB30BaHBl B JAJbHEHWIIEM M MOMJIEKAT YHUUYTOKEHHUIO, €CIIU
TOJILKO OHM HEOOPATHMO OT/ENEHbI OT COOTBETCTBYOMIETO JINIA .

O4eBUIHO, 4YTO U1 LENed MaclOpPTU3alUKd HACEICHUS M BKIKOYECHUS
ceegennii B «HanumonanpHyto 0a3zy reHeTHueckod HMHQOpManum» o00ecrneyuTh
cOONIOICHUE YKa3aHHbIX TpeOOBaHUM OyAeT HEempocTo. 37echb BO3HUKAET
3HAYUTENBHOE YHUCIO KAaK JTUYECKUX, TaK M IPABOBBIX BOIPOCOB, HAYMHAS OT
(opMBl BBIpAXKEHHUSI COIJIACHUS HEAEECHOCOOHBIMHM Tpa)KAaHaMHU, W 3aKaHYMBAs
3aKpEIUICHHsT PABOBOTO  peXHMa ATOW  HMHPOpPMALMM M 3aIIUTBl €€
KOHQUACHINATBHOCTU. JlOMyCTUMBIM pelIeHHEM B JaHHOM ciy4yae Oyner
3aKperyieHre B 0a3e JUIIb TeHOMHBIX JIaHHBIX, HEOOPAaTUMO OTJIEJIEHHBIX OT JIMIIA,
KOTOPOE MOKET OBITh UJIEHTU(DUITPOBAHO.

BTOpbsIM BO3MO>KHBIM HAIIPAaBJIEHUEM MOXHO HAa3BaTh IIOCTPOCHHE CHCTEMBI
HanuonanbsHoi 0a3bl reHeTHYeCKO MHGOPMAILIMK Ha OCHOBE MOACUCTEM T€HOMHOM
perucTpauuu: 00s3aTeIbHON U T0OPOBOJIBHOM.

HopmaTuBHOW OCHOBOW AJII TAKOTO PEUIEHUS CIYKUT (peepanbHbId 3aKOH
or 03.12.2008 Ne 242-®3 «O rocynapCTBEHHON T'€HOMHON pEerucTpauud B
Poccuiickon @eﬂepauﬂﬂ»z. [To neiicTByroleMy 3aKOHY OOs3aTelibHAsi TEHOMHas
perucTpanus MPpOBOJUTCS B OTHOILIEHUH JIUI OCYXACHHBIX K JIMIIIEHUIO CBOOOIBI 32
ONpENECIECHHBIE KAaTErOpUM HACWIBCTBEHHBIX IPECTYIUICHUH, HEOIO3HAHHBIX
TPYNIOB M TE€HOMHBIX JIaHHBIX HEYCTAHOBJIEHHBIX JIMII, TOJYYEHHBIX B XOJ€
MPOU3BOJICTBA CJEACTBEHHBIX jeiicTBuil. Cdepbl 100pOBOIBLHON T'€HOMHOM
pPErucTpalMid 3aKOHOM HE OIPEIEIEHbl, OJHAKO YCTAaHOBJICHBI OINPE/ICICHHbBIC
OTPAaHUYECHHS B YACTH Kpyra JMIL, NMPAaBOMOYHBIX HA €€ NPOBEACHUE, a UMEHHO,
TaKyl PErUCTPAIMIO MOTYT MPOBOAUTH JUIIb YUPEKIACHUS CyIeOHO-MEIUIIMHCKON

! IMonpobuee 06 stom cm.: Uemepuc A.B., AnucumoB B.A., AmuneB @®.I'. AkrTyanbHble BONpPOCHI IIPABOBOTO
peryJMpoBaHus co3naHus U (yHKIIMOHUPOBaHUS 0a3 JaHHBIX reHoMa denoBeka // [IpaBoBoe rocyapcTBo: TeOpus U
npaktuka. Ne2 (60). 2020. 150.

2 Co0Opanue 3akononatensctea P®. 2008, Ne 49. Ct. 5740 (c mocen. u3M. | J0IL.).
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AKCHEPTU3bl, W TMOApPA3JEICHUs OpraHoB MUHHCTEPCTBA BHYTPEHHUX Jiel
Poccuiickon ®@enepanum.

[Ipumenenue JTAHHOTO MoX0/1a npeanoiaraet YCTaHOBJICHUE
mudepeHIMPOBAaHHOTO MTPABOBOTO PEKUMa B OTHOIICHUH PA3IUYHBIX TCHOMHBIX
JAHHBIX, COJIEP KAIIUXCS B 0a3e TaHHBIX.

Jns  omHOW 4YacTh  CBeACHMWH, 00€CIEeUMBAIONIMX  HCKIIOYUTEIHHO
BO3MOXHOCTh WACHTHU(PUKALIMY YETIOBEKA, MPEJIaraeTcsi yCTAaHOBUTH CIICHUATbHBIHI
peXUM TIOydeHHs, 00paboTKu W XpaHeHus uHpopmanuu. JlaHHas dacTh 0asbl
JOJDKHA OBITh MOCTPOEHA TaKUM 00pa3oM, 4TOOBI BXOJSIIME B HEE JaHHBIC, HE
colepkain B ce0e HHKaKoi 3HAYMMOW HHGpopManmuu (IM0JI, BHEIIHOCTH,
MPEAPaCOIOKEHHOCTh K 3a00JieBaHUSIM, HACIEACTBEHHOCTb U 1ip.). CTporo
roBOpsi, TakWe JaHHbIE HE CcoAepKaT B cebe HEeMmoCpPeJACTBEHHO TE€HOMHOM
uHbopMaIllMM O  YeJNOBEKe, OHM JIMIIb  O0ECrneYrMBalOT  BO3MOXKHOCTh
UACHTUPUKAIIMK €ro JIMYHOCTH. B 3ToM cMbicie Haubosee oOInpaBIaHHOM
TE€XHOJIOTHUEN UACHTUDUKAIIMN  SBJIACTCS METOJ, OCHOBaHHBIN Ha
omHOHYKJIeoTHIHOM mnomuMopdpusme SNP. B oTiamume oOT  TEXHOJIOTHH,
OCHOBaHHBIX HAa HCCIIEJOBAaHMHM KPYIHBIX ydacTKoB reHoMa (STR-mokyc), SNP
METOJI UMEET OOBEKTOM MCCIIEOBaHUs OTACIbHBIE HYKICOTHABL. JlaHHBIH METO
pemaeT TIaBHYIO 3a7ady — MPEeAyINpekaaeT PUCK MOTepyu KOH(PHUIACHIIMAIBHOCTH
CBEJICHUM.

Jlpyrasi yacTh CBEJICHUM, coieprKalasi B ce0e CyIIECTBEHHYIO T€HETUYECKYIO
uH(pOpMaITUIO, JOJKHA UMETh MHOM MPABOBOM PEKUM. Y Ka3aHHBIE CBEJICHUS MOTYT
OBITh KMCIOJIb30BaHbl HCKJIIOYUTEIBLHO C COTJIAcUsl Tpa)KJaHWHA, TMOJIYYEHHOTO B
COOTBETCTBUHM C TPEOOBAHMSIMHU MEXIYHAPOJHBIX CTaHIapTOB. Toxke KacaeTrcs u
BO3MOXXHOCTH MX MCIIOJIb30BAHUS JIs1 UCCIEAOBAHUI pa3IM4YHOro poaa. Koneuno,
IpPU  OMNPECIICHHBIX YCIOBUSAX TpakJaHaM OyJieT BBITOJHO BBIPAXKATh TaKOE
coryiacue, B YaCTHOCTHU IS LIEJIEN OKa3aHUsl Ka4€CTBEHHOM MEIUIMHCKOM IMOMOIILIH,
OJIHAKO TIPEICTABIISICTCS HEBEPHBIM 3aKOHOJIATEIBLHO 3aKPEIUISITh 0053aTeIbHOCTh
€ro IMpEeNOCTaBJIEHUS WM YCTAaHABIMBaTh B OTHOIICHHWH HHUX MPE3yMIIIUU
corJiacusi, Kak B HEKOTOPBIX 00JIACTSIX MEAUITMHCKON MPAKTHUKH.

B 3akiroueHre OTMETHM, YTO HACTaJIO BPEMSI CEPbE3HBIX OOIIECCTBEHHBIX
oOCyX/eHHil mnpoOJieM HCMOIb30BAHUSI TE€HETUYECKOW HH(OpManuu U UX
npaBoBoro perynupoBaHus. C OJHON CTOPOHBI, CO3/IaHHE KPYIHBIX 0a3 TaHHBIX
TeHOMHOW WH(MOPMAIIMN CHJIBHO OOJETYUT PEUICHUs CTOSIIUX Tepe]; OOIIECTBOM
3amau  (leueHue  OoJie3HEH, MpeaynpekIeHue HNuAeMuii, olecreueHue
6e3zonacHoct). C npyroil CTOpPOHBI, 3TO HEW30EKHO TIOBJIEUET 3a CO0O
BMEIIATEILCTBO B JIMUHYIO cepy Kakaoro yenobeka. [1oaToMy Kaxkablii 4eIOBEK
CerojiHsi 00si3aH MO0 Mepe BO3MOXHOCTEH 3aaymaThCsi O OyIaylIeM T'e€HOMHBIX
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UCCIIEIOBAaHUM H CPOpPMUPOBATH COOCTBEHHBIE MPEICTABICHUS O JOMYCTUMOMN
CTENIEHU UX UHTETPALIMH B CBOIO JIUYHYIO U OOILIECTBEHHYIO KU3Hb.

HccnenoBanue BBITOIHEHO MpHU (UHAHCOBOM mojaepxke PODU B pamkax
Hay4yHOTro npoekTa PODOU-MK Ne 18-29-14076
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