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AKTyaJTbHOCTh TEMBbl HAYYHOH CTaThU O0YCIIOBJIEHA, C OJHOW CTOPOHBI, aKTHB-
HbIM BHEIPEHHEM TEXHOJIOTUH TEHOMHBIX HCCIICOBAaHUI B IOBCEIHEBHYIO
YKU3Hb U HAKOIJIEHMEM 3HAUUTEIbHOI0 00beMa reHeTHUECKONH MHpOpMAaIH B
X0JIe OKa3aHHsI MEIUIIUHCKON MOMOIIM M UHBIX YCIYT TI0 CKPUHUHTY U CEKBe-
HUPOBAHHUIO T€HOMA YaCTHBIMHU U TOCYJapCTBEHHBIMH opraHuzanusmu. C apy-
roif CTOPOHBI, HAYaJOM peaju3alii KPYMHOMAacCIITaOHBIX TOCYIapCTBEHHBIX
MIPOEKTOB O CO3JaHHI0 HHPOPMAIIMOHHO-AHATTUTHYECKON CHUCTEMbI XpaHEHUS
U 00pa0OTKM reHETUYECKUX JaHHBIX. B yKa3aHHBIX 00CTOSATENBCTBAX BOMPOCHI
BBIPAOOTKH 3(P(HEKTUBHOTO MPABOBOTO PEryJIUPOBAHUS CO3/IaHUS M (HYHKIIHO-
HUpOBaHMUA 0a3 JAaHHBIX T€HOMa 4YeJIOBEKa MPUOOPETAIOT 0coO0e 3HAYCHHUE.
Llens: uccnenoBarh TpeOOBaHUS MEXAYHAPOAHBIX M HALIMOHAIBHBIX CTaHAAp-
TOB K HOPMAaTUBHOMY PETYJIMPOBAHUIO OTHOIICHUH, CBA3aHHBIX C TEHOMHBIMU
HCCJICIOBAHUSAMH, a TakkKe cOopy, o0paboTKe, XpaHEHUI0 W HCIIOJIH30BAHUIO
TeHEeTUYeCKOM HMHpopManuu. MeTonbl: HpU HCCIEAOBAHUHM HCIIOIb30BaHbI
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dbopManbHO-IOrHUecKre U 00IeHayYHbIe METOIbl HAYYHOT'O MO3HAHUS; YacT-
HOHAy4HbIE (CPaBHUTEIBHO-TIPABOBOM, (hOpMaIbHO-I0IrMAaTHUYECKUii). Pe3yinb-
TaThl: HA OCHOBE yKa3aHHBIX TPeOOBaHUI MPOBEIECHA OLEHKA JEHCTBYIOIIETO
HAI[MOHAJBHOTO 3aKOHOJATENbCTBA, B X0J€ KOTOPOM YCTaHOBJIEHA OCTpasl He-
00X0OAMMOCTh B NPHUHATHHU CICIHAIBHOTO (elepaIbHOTO 3aKOHa 00 OXpaHe
TeHOMHOHM MH(pOpMAaIHMHY, 3aKPEIUIIONIEro MpaBuia o0 mporenypax GpopMupo-
BaHUsl COOTBETCTBYIOLIUX 0a3 NaHHBIX, MOPSAIKE XPAaHEHHs] U HCIIOJIb30BAHUS
NOJIy4EHHOM reHOMHOU MH(pOpMAaINH, a TAKXKE O IPABOBOM PEKUME CBEICHHIH,
coJiepkauxcs B 6a3e NaHHBIX.

KiroueBble ciioBa: reHOM 4YellOBEKa; FT€HOMHBIE MCClIeJOBaHus; 0a3a naH-
Hbix JIHK; MexayHapolHble CTaHIApThl; TEHOMHAs PErucTpainus; Mnepco-
HaJIbHbIE JJAHHBIE.

Hccnedosanue gvinonneno npu gpurancosoii noooepiicke POOU
6 pamkax Hayunoeo npoekma Ne 18-29-14076

B Hacrosiee BpeMsi MPOEKThI, CBI3aHHBIE C MOJYYEHUEM, UCCIIEA0BA-
HUEM W HCIIOJIb30BAaHHEM T€HOMHOW MH(OpPMAIUK YeTOBEKa, PEaTH3yIOTCs BO
BceM Mmupe. B ocHOBHOM 3a00p M HCClIeIOBaHWE T€HETUYECKUX JTaHHBIX OCY-
HIECTBIISIIOT TOCYAAPCTBEHHBIE U YACTHBIEC KJIMHUKU, HAIPUMED ISl Onpeaesnie-
HUS OTIIOBCTBA WJIM BBISBIICHHUSI BPOXKICHHBIX TEHETHYECKUX 3a00JICBaHUM.
Benp, kak cnpaBennuBo ormeuaeT A.H. JleBylikuH, HA COBPEMEHHOM 3Tare
CTAHOBJICHUS IPABOBOT'0 TOCYIAPCTBA M PA3BUTOTO TPAKIAHCKOTO OOIIECTBA B
Poccuiickoit @enepanun 0coOyr0 aKTyaJbHOCTh MPHOOPETAET BO3MOKHOCTH
HCITOJIF30BAaHUS M 3aIlIUTHI T€HOB, TCHOMOB M T€HOMHBIX T€XHOJIOTHH, OTHOCS-
IIMXCSl TPEUMYIIECTBEHHO K cepe vacTHoil xu3HH [1, c. 100]. Ognako 00-
JACTh MPUMEHEHHS TEXHOJIOTUH T€HOMHBIX MCCIIEI0BaHUN MOCTOSHHO PaCIlu-
pserca. [IoMUMO MONYYUBIIUMX PACIPOCTPAHEHHE B OTHOCUTEIHHO HEJaBHEE
BpeMsi MEAUITMHCKNX OMOO0AaHKOB M 0a3 JaHHBIX TEHETHYEeCKOW WH(opMaiuu,
dbopMUpYEMBIX HAyYHO-UCCIIEIOBATEILCKUMHA WHCTUTYTAMH, CTAIH BCE Yalle
MOSIBIISITHCS CTICIIMAIM3UPOBAHHBIC ITPOTPAMMBI TOCYIapCTBEHHOT'O MaciTada.

Tak, B BenukoOpuranuu B konie 2012 roga ObLT AaH CTapT MEPBOMY B
Mupe nuioTHoMy npoekty «100 000 renomoB». B paMkax JaHHOrO HalUO-
HaAJILHOTO TpoeKTa Obuia co3mana komnanus Genomics England, momHocThIO
npuHaUIekanas u puHaHcupyemas MUHUCTEPCTBOM 37PaBOOXPAHCHUS U CO-
[IUATBHOTO O0ECIeUeHHUs, KOTopas OCYIIECTBIsIa ACSITEIbHOCTh MO0 cOOpy U
pazmemiennto 100 000 moJHBIX TEHOMOB OT MAIMEHTOB C OHKOJIOTMYECKUMHU
WIH PEIKUMHU 3a00JCBaHUSAMH, a TAK)KE WICHOB UX CeMeH, )KUBYIIUX B AHT-

135



IIPABOBOE I'OCY/JAPCTBO: meopus u npakmuka

muu, lotnanauun, Yansce n CeBepHoit Mpnanauu ! [lenpro mpoekTa cTajo
00BeIMHEHNE NaHHBIX T€HOMHOW HMH(OpMAIMH C MEAWIIMHCKUMH 3alHUCSIMU
MAlAECHTOB, a TaK)K€ XPaHEHHWE W aHAJIU3 JIAaHHBIX O T€HOME JUIsl BBISBICHUS
MPUYWH, TUATHOCTUKY U JICYCHHsSI OMTACHBIX 3a00JICBaHMIA.

Nuannmaruea BenukoOpuTannu fana MOIIHBIA UMIYJIbC IS peaiin3a-
[IUU CXOXHX MPOEKTOB MO BceMy Mupy. COOCTBEHHBIC HAIMOHAIBHBIC IPO-
rpaMMbl MacCOBOTO T€HETUYECKOT0 CKpPUHUHTA HAcelIeHUs ObLIU 3alyIleHbI B
Kwurae, Caynosckoit Apasun, CIIA, Typuuu, @panuuu, IcToHuu, ANOHUU U
JPYrUX CTpaHax.

Jlanplie Bcex B YKa3aHHOM HaIpaBIeHMM MPOABUHYIUCH B OAD, nHu-
UUPOBAaB aMOUIIMO3HBIN IJIaH N0 cOOpY M M3YUYEHHUIO T€HETHYECKUX JaHHbBIX
BCEro HacejeHus smupaTta Jlybail B paMkax CTpaTernyeckoil MHUIIMATHBBI
Dubai 10x °.

Poccust coBceM HenaBHO BKJIIOUMIIACh B ATOT mIponecc. OHAKO yKe B
2019 rogy B OTE€YECTBEHHOM 3aKOHOAATEIBCTBE MOJY4YWJIa OTPAKEHUE KOH-
nenuus JJHK-nacnoptusanuu HaceneHus, 3akperuieHHas B Ykase [Ipesunenra
P® ot 11.03.2019 Ne 97 «O6 OcHOBax rocyaapcTBEHHOW MOJMUTHKU Poccuii-
ckoit Deneparu B 00JIacTH 0OeCIEYeHHsS] XMMHUYECKONM U OMOJIOTHYECKOM
6e3omacHOCTH Ha nepuoa 10 2025 roga u maabHEHITYI0 TIEPCIIeKTUBY». B co-
OTBETCTBUHU C JIAaHHBIM YKa30M OCYIIECTBJIECHUE T'€HETUUECKOW MacnopTU3aluu
HACEeJIEHUsI C YYETOM IPaBOBBIX OCHOB 3alUTHI JAHHBIX O MEPCOHAIBHOM Ie-
HOME 4eJioBeKa U (hOopMHUpOBAHUE T€HETUYECKOTO MPO(HIIss HACEICHUs Ha3Ba-
HbI IPUOPUTETHHIMU HAIPABIIEHUSIMU TOCYJIAPCTBEHHOM MOJIUTUKH B 00JacTH
obecreueHnss XUMUIECKON U OUOJIOrHYecKoil 6€30MacHOCTH.

B 2020 romy B ycnmoBHUSX NaHAEMHH KOPOHABUPYCHOW WHGEKIMH
COVID-19 crano Oosee sBHBIM TOHUMaHHE HEOOXOIMMOCTH ILIUPOKOMAC-
MTAaOHBIX TEHOMHBIX HCCIEAOBAHUN W MOTPEOHOCTH B CO3JIaHUU OOIIMPHOMN
0a3bl JaHHBIX TeHOMHOW nHpopmarun. B pesynbrare 4 utons 2020 rona [pe-
3uneHToM P® mo pe3ynbraram COBEIIAHMs MO BOIPOCAM PAa3BUTHS T'€HETHYE-
ckux TexHojaoruil B Poccuiickoii ®enepaunn or 14 mas 2020 roga npuHATO
pelieHre o co3laHuu MHPOPMAIIMOHHO-aHAIMTUYECKONH CHUCTEMbl XpaHEHUS U
00paboTKM TeHeTHYecKuX MaHHbIX «HammoHanbHas 0a3a T€HETUYECKOW WH-
(bopMaum/I»3.

! Genomics England. URL:https://www.genomicsengland.co.uk/about-genomics-england/the-
100000-genomes-project/.

2 Dubai Genomics. URL:https://www.dha.gov.ae/en/Pages/DubaiGneomicsAbout.aspx.

3 Odumansusiii caitr pesuaenta Poccun. URL:http://kremlin.ru/events/president/news/63350.
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O macmtabax JaHHOTO IIPOEKTa BeChMa KPaCHOPEUHMBO TOBOPAT CIOBA
IJIABHOTO MCIIONHUTENbHOTO aupekropa Pocueptn .M. Ceunna, npo3BydaB-
1K€ Ha JaHHOM coBellanuu: «OIHUM U3 OCHOBHBIX MTPOEKTOB CTaHET OMOTEeX-
HOJIOTUYECKUH KaMITyC, MPUOPUTETOM KOTOPOTO CTAHET HA4allo paboThI O 00-
CJICIOBAaHMIO COTPYIHUKOB U WICHOB cemel kommnanuu "PocHedTs”. B xomma-
HUU pabotaet 6osee 350 ThICAY YEIOBEK, U MOMyUYECHUE MMEPBUYHBIX T€HETHYC-
CKHUX JAaHHBIX B MHTEpecax 3JpaBOOXPAHEHUS U HAYyYHO-HUCCIIEI0BATENbCKOM
paboTEHI ... UMEET Cepbe3HOE 3HAYCHUEY .

Bmecre ¢ TeM, HECMOTpS Ha MacITAOHOCTh MPOEKTAa U €ro HECOMHEH-
HYIO 3HAYMMOCTb JUIS LieJel 6e301MacHOCTH HAIIero rocyaapcTsa U BCEro 00-
IECTBA, €r0 peann3alusi, 0COOEHHO B YaCTH MEXaHH3Ma MIPaBOBOIO PETYIHPO-
BaHUs, BBI3BIBACT PsIJl CYIIECTBEHHBIX BOIPOCOB.

Kak 1 B oTHOIIEHUH JTF060T0 COIMAIBHO 3HAYUMOTO (heHOMEHa, MpaBoBast
peryiaMeHTalys IpOBECHUs TEeHOMHBIX HCCIIEIOBAHUI MMEET JBa YpPOBHS: Ha-
[IMOHATBHBIN (BHYTPUTOCY/IaPCTBEHHBIN) W HaIHAIIMOHAIBHBIA (MEKIyHAPO/-
HBIN).

Ha BTOpOM npuHATO U AeHCTBYET HECKOJIbKO 0a30BBIX TOKYMEHTOB, U3
KOTOPBIX HanOoJiee BaXXHBIM SBJIsieTCs Beeobias nexmapanus o TeHOMe 4elio-
BEKa W TpaBax 4denoBeka, nmpuHsaTas 11 HosOps 1997 rona ['enepanbHOl KOH-
depennueit Opranm3amun O0bennHeHHBIX Hanuii mo BorpocaM o0pa3oBaHus,
HAayKd W KYyJIbTYphl (manmee — BceoOmias nekiapaiids 0 TeHOME YeIOBEKa) °,
B [exnapanuu chopmMynrpoBaHbl OCHOBHBIC MPUHIIUITEI OPTaHU3AIUN U TIPO-
BEJICHUS JTIOOBIX HCCIIEIOBAaHUI FeHOMa YeloBeKa W MX MPAKTUYECKOTo MpH-
MeHeHus. OHa ornpenenseT FTeHOM B KaueCTBE OCHOBBI OOIIHOCTH Bcex 0e3 Hc-
KITIOUEHUS MIPe/ICTaBUTENEN YeI0BEYECKOro poja U MPU3HAHUSA UX HEOTheMIIe-
MOTO JJOCTOMHCTBA U pazHooOpa3us. B peximaparuiy TOBOPUTCS O TOM, YTO HU-
KaKHe MCCIeI0BaHus, Kacalolrecsi TeHOMa YeJIOBEKa, PABHO KaK U Pe3yJIbTaThl
UX TPUMEHEHUs, He JOJDKHBI NIPEeBAMPOBATh HAJl yBaXKCHUEM IPaB U OCHOB-
HBIX cBOOOJ uenoBeka. OHa Takke 3aKperuisieT olliee MpaBuio, COrjaacHo Ko-
TOPOMY BCSIKOE UCCIIEIOBAaHUE, JICUCHUE WM JUATHOCTHKA, CBSI3aHHBIE C TEHO-
MOM 4YeJIOBEKa, MOT'YT OCYIIECTBISATHCS TOJIBKO C IMPEIBAPUTENBLHOT0, CBOOOI-
HOTO U SICHO BBIPQXKEHHOTO COTJIACHUS 3aMHTEPECOBAHHOTO JTUTIA.

BropbiM MeXIyHapOAHBIM JOKYMEHTOM B JIaHHOM 00JIacTH SIBISETCS
MexnyHapoaHas IeKiIapanus O TeHETUYECKUX NaHHBIX YelIOBEKa, MPHUHSTAS
pesomoneit ['enepansaoit koHbepeniiun FOHECKO mno moxnany Komuccun

* OdummansHsii caitr pesuaenra Poccrm. URL:http://kremlin.ru/events/president/news/63350.
5 31ech 1 1anee CChUIKM Ha MEXTyHapOaHO-TIpaBOBbIe akThl puBosaTcs mo: URL:
https://www.un.org/ru/documents/decl_conv/.
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IIT na 20-m mmenapuom 3acenanuu 16 oktsa0ps 2003 roga (manmee — Jlexmapa-
usi) B pa3sutHe BeeoOmiel nexiapanuu o reHome yenoBeka. OHa JeTaln3u-
pPYET BOMPOCH! pealin3allii MEXIyHAPOJIHBIX MPUHLIHUIIOB MCIOJB30BaHUS Te-
HETUYECKOW MH(POpMAITUH.

Cormacno 5 crarbe Jlexnmapauum cOop, 06pabOTKa, WCIIOIB30BAHUE U
XpaHEHHE TeHETUYECKUX JTAHHBIX YEJIOBEKA U MIPOTECOMHBIX JTAHHBIX BO3MOKHBI
TOJIKO B LIEJISIX AUAarHOCTUKHU M OKa3aHUS MEIUKO-CAaHUTAPHOM MOMOIIH; IIPO-
BEJICHUS MEIUIIMHCKIX U HAYYHBIX UCCICIOBAHUN; CyIeOHONH MEIUITMHBI U CY-
JOTIPOU3BOJICTBA JINOO B MHBIX LENIX, HE IpOoTUBOpedanux Beeobueit neka-
pamuu 0 TeHOME YeIoBeKa.

Bonwmoe 3Hauenue B Jlexkmapanuu nmpuaaeTcs COOMIOACHUIO TTPOIISAYD
paboThl ¢ TeHOMHOM HH(popMarue, Bkioyas cOop, 00pabOTKy, MCIOIB30Ba-
HUE U XpaHEHHE T'eHETUYECKUX MaHHBIX YeJIOBEeKa M MPOTEOMHBIX ITaHHBIX.
[IpenwsiBnsiss MOBBINICHHBIE TPEOOBAHHUS K OOECIICUEHUIO IMPO3PAYHOCTU H
STUYHOCTH YKa3aHHBIX MpoLEenyp, Jeknapanus npeanucbBaeT rocyaapcTBaM —
y4acTHUKAM IIUPOKO BOBJIIEKATh BCE OOIIECTBO B MPOIECC MPUHSATUS PEIICHHIA
10 JTaHHBIM BompocaM. Kpome Ttoro, B camoii Jleknapanuu yCTaHOBJIEHBI CTPO-
TUe CTaHAapTHI MPABOBOTO PETYIUPOBAHUS T€HOMHBIX MCCIICOBAHUMN, HAIIPaB-
JICHHbIE Ha HEJOMYIIEHWE TUCKPUMHUHAIIMM M CTUTMAaTU3alUU MPHU UCIOIb30-
BaHUM reHeTH4YecKoi nHpopmauuu (cT. 7), COXpaHeHHe KOH(UACHINAIBHOCTH
MOJIYYeHHBIX cBeneHur (cT. 14), obecrnedyeHne TOCTOBEPHOCTH, HAACKHOCTH,
KauecTBa U 0€30IMaCHOCTH T€HETUYECKUX JIaHHBIX (CT. 15).

VYkazaHHbIE MpaBUiIa, SIBIISAIOLIMECS YacTbIO MEXaHM3Ma HaJlHAIIMOHAJIb-
HOTO PETYTUPOBAHUS, B CHITY TIPUOPUTETA MEXKTYHAPOIHBIX HOPM HaJl BHYTPEH-
HUM 3aKOHOJATEIHCTBOM 00sI3aTeIbHBI I BCEX TOCYAAPCTB-YUYACTHUKOB U He-
U30€XKHO JOJDKHBI YUUTHIBATHCS MPH pa3paboTKe UMU COOCTBEHHOW HOPMAaTHB-
HOM 0a3bl, TOCBSIIEHHON pPErIaMEHTAIlMd TEeHOMHBIX HCCIICIOBAaHUN W CO3/1a-
HUIO Ha UX OCHOBE COOTBETCTBYIOIIUX 0a3 MaHHBIX. Takum 00pazom, GyHKIIHO-
HUpOBaHHE 0a3 JaHHBIX TEHOMHOW HMH(OpMammu TpeOyeT B MEPBYIO OUYepelb
COOJTIO/IEHVSI HA3BaHHBIX MEXKITYHAPOIHBIX CTAHIAPTOB M MIPHHIIUIIOB.

BaxxHo oTMeTuTh, 4TO ACHCTBUE MPaBUI MeEXIyHapOAHON JeKIapauu
0 TEHETUYECKHX JaHHBIX YEeJIOBEKA PACIIPOCTPAHSIETCS HE Ha BCE BUIbI TCHETH-
4yecKux uccienoBanuii. B cuny crareu 1 ¢) [lexnmapanuu oHa HEMPUMEHUMA K
cdepaM paccleOBaHHsI, PACKPBITUS U CYA€OHOTO MPECIICTOBAHMS YTOJIOBHBIX
MPECTYIUIEHUH, a TaKKe TECTUPOBAHUS Ha MPEAMET YCTAHOBJIEHHS OTLOBCT-
Ba/MaTEPUHCTBA, KOTOPBIC PETIIAMEHTUPYIOTCS BHYTPEHHUM MTPABOM.

JlaHHOE TO0JI0KEeHHE 00YCIOBINBAET BOZMOKHOCTh CO3/JaHUSI KPUMHUHA-
JUCTUYECKUX 0a3 NaHHBIX T€HOMHOM MH(popMauuu U 6a3 JaHHBIX CyIEOHBIX
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9KCIIEPTHBIX Ja00PaTOpUid, MOJYUUBIIMX IIKPOKOE PACIPOCTPAHEHHUE BO BCEM
mupe. JlioOble npyrue uccienoBaHMs, BKIOYamommue cOop, oOpaboTky, Hc-
MOJIb30BAHNE U XPaHEHUE T'€HETUYECKUX JTAaHHBIX YEJOBEKa MOTYMHEHbl MEX-
JTYHapOIHOMY IIPaBy B COOTBETCTBUU cO cTaTheil 1 D) Jlexmaparum.

KitoueBbIM yclOBHEM HCIIOJIB30BAHUS TEHETHUYECKON HHGpOopManuu
T1000T0 YeNIoBeKa SBIAETCS HEOOXOIMMOCTh TOIYYEHHUS OT HEro IMpeiBapu-
TEIbHOr0, CBOOOTHOTO MH(POPMUPOBAHHOTO corjiacus. Jleknmapauus npeabsis-
JsIeT crenuaIbHble TPeOOBaHUS K MPOLEAYpe MOTYUECHUS U COACPKaHUIO TaKO-
r'O COTrJacHus.

Bo-niepBbIX, B COOTBETCTBUM C MONIOKeHUsIMU ctaThil 6 d) [leknaparmn
COTJIACHIO JIOJDKHO MPEIIeCTBOBATh MPEIOCTaBIeHUE a/1eKBaTHOU, cOaaHCH-
POBAaHHOW M JOCTOBEPHOM HH(OPMALUMU O LENAX MOTYUYEHHUS T'CHETHYECKUX
JAHHBIX, PUCKAX U MOCIEACTBUIX ISl YEIOBEKA.

Bo-BTOpBIX, COZepKATENBHO COTTIaCHE JIOJIKHO KacaThCs BCEX BO3MOXK-
HBIX CIIOCOOOB HCIIOJIB30BaHUs TeHeTHndecko mHpopmaruu. K nmpumepy, 6e3
IpeBapUTELHOTO, 0CO3HAHHOTO, CBOOOIHOTO U SICHO BBIPAXKEHHOTO COTJIACHUS
HE JIOMyCKAaeTCsl MCTOIb30BaHUE JaHHBIX, COOPaHHBIX JIJIsi MHOW LIETH, HE CO-
BMECTUMOM C M3HAYAIILHO JaHHBIM corjacueM (cT. 16 a). be3 Takoro cormacus
HEBO3MOJKHA Tepe/jauya MOJyYeHHBIX JTaHHBIX TPEThUM JIUIaM, 32 UCKIIOYCHH-
€M CIIy4aeB, IPSIMO OTOBOPEHHBIX BHYTPEHHUM IPAaBOM, OOYCIOBICHHBIX BaXK-
HBIMHU 00IIIECTBEHHBIMU HHTEpecamu (cT. 14 b). Taxxke, mo obiiemy mpaBuiy,
0e3 coriacusi He JOMyCKAaeTCsl M3BJIEKATh T'€HETHUYECKUE TaHHBIC W3 HAXOd-
IIUXCSl HA XpaHEHUH OMOJIOTHYECKUX 00pa3IoB, COOPAaHHBIX B HHBIX IENSIX (CT.
17 a), 1 UX mepeKpecTHOE COMOCTaBIeHUE (CT. 22).

B-tperbux, Jexnapamnus 3akperisieT IpaBo 4YeJOBEKa Ha OT3bIB paHee
JAHHOTO MM COTJIachsl Ha HMCIIOJIb30BaHUE M€HETUYECKUX JAHHBIX MM OHUOJIO-
TMYeCKUX 00pas3loB, cOOMpaeMbIX B MEAUIIMHCKUX U HAy4YHBIX LENsAX. B aTom
cllyyae M JTaHHBIE, U B3SThble 00pa3lbl HE MOTYT OBbITh MCIIOJIB30BAHbBI B JAJIb-
HEHIIeM U MoJyIekaT YHUYTOKEHUIO, €CIIH TOJIbKO OHU HEOOPAaTUMO OTAENICHBI
OT COOTBETCTBYIOIIETO JuIla (CT. 9).

B nenom HOpMBI MEXAYHAapOJHOTO MpaBa YCTAHABIMBAIOT PA3IUYHbIN
PEXUM B OTHOILICHUH I'€HETUYECKOM MH(OpMAIMK YeTIOBEKa B 3aBUCUMOCTHU OT
CTETMEeHH CBSI3aHHOCTH C JIMIIOM, OT KOTOPOro OHHU moiydeHbl. Hambonbiuas
CTENeHb CBOOO/BI MCTOIb30BAHUS T€HOMHON MH(OpMAIMH, B TOM YHCIE MPU
CO3aHUU U (PYHKIIMOHUPOBAHUHU 0a3bl JAHHBIX T€HOMA YeIOBEKa, MPel0CTaB-
JsIeTCs HeMepCOHU(UIIMPOBAHHBIM JIAHHBIM, T.€. CBEICHUSM, HEOOPaTUMO OT-
JIEJIEHHBIM OT cyObekTa. B To ke Bpems A UCHOJB30BaHUS T'€HETUYECKOM
uHpOpMaLUK WIK OMOJOTHYECKUX OOpa3lioB, CBSI3aHHBIX C JIMLIOM, KOTOPOE
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MOXET OBITh HAECHTHU(QHUIHUPOBAHO, YCTAHOBJIEHBI IOBBIIIEHHBIC CTAHAAPTHI
KOH(HICHIIMATBLHOCTH U OTpaHHUYEHH 10 UX cOopy, 00paboTKe, XpaHEHUIO U
nepeaaye TpeTbUM JIMLAM.

VYkazaHHble 00CTOATENBCTBA, 0€3yCIOBHO, HEOOXOIUMO YUUTHIBATh U
npu (GOpMHUPOBAHUN HALMOHAJIBHOIO 3aKOHOAaTenbcTBa. OAHAKO, K coXaie-
HUIO, OTEYECTBEHHOE HOPMATHBHO-TIPABOBOE PETYIMPOBAHUE B JIaHHOU cdepe
HECOBEPIIEHHO, a [0 HEKOTOPBIM BONPOCaM, BKIIHOYAsl PErjaMEeHTalUI0 CO3/a-
HUS ¥ (QYHKIMOHHPOBaHUs 0a3 JaHHBIX T€HOMHOW HMH(pOpMAaIMU, HOCUT Oec-
CHUCTEMHBIH, (parMEHTApHBIN XapaKTep.

B Poccun Ha 3aKOHOAATENILHOM YPOBHE IMPHHATO HECKOJIBKO (ere-
paJIbHBIX 3aKOHOB, PErVIAMEHTUPYIOIIMX IPOBEACHUE I€HOMHBIX HCCIEN0Ba-
HUH ¥ yCTaHaBIMBAIOIIUX MpaBuiIa cOOpa M MCIOJIb30BaHUS JAHHBIX O TEHOME
YeJI0BEKa.

Vcnonb3oBaHue TeHEeTHMYeCKOH WHGOpMAalUU B MEAULIMHCKUX LENAX
OCYILIECTBIISICTCSI B COOTBETCTBUU € 3aKOHOM «OO0 oXpaHe 3740pOBbs Ipax/aH B
Poccuiickoit ®eneparnumn» (nagee — 3aKkoH 00 OXpaHE 30POBb rpaxczlaH)6 51
IPUHATBIMU B COOTBETCTBUU C HUM MOA3aKOHHBIMU akTaMu. Tak, B COOTBETCT-
BUM C npukazom MunsapaBa Poccum ot 29.03.2019 Ne 174 wmenuko-
TFeHETUYECKNE KOHCYIbTALMH, BKIIOYAOLINE IIPOBEIEHHE BBICOKOTEXHOJIOTNY-
HBIX T€HETUYECKHX JMAarHOCTUYECKHX HCCIIEIOBAHMM, OTHOCATCS K Pa3HOBHUJ-
HOCTAM MEIMIIMHCKON MOMOIIY, OKa3bIBAEMOM B paMKax KJIMHUYECKOH ampo-
GAIH METOI0B TPOMMIAKTHKH, JHATHOCTHKH, JICUCHHS U PeaC I TALIH ©

B cuny crateu 20 3akoHa 00 oxpaHe 370pOBbs TpaKIaH JIF000e Meau-
[ITHCKOE BMEIIATEIBCTBO MOXKET OCYILECTBIISATHCS JIMIIb C MPEABAPUTEIHLHOTO
MH(POPMHUPOBAHHOIO corjacus nauueHTa. Takoe ke corimacue TpeOyercs U B
cllydae IMoJiyuyeHHs] OMOJOTMYECKUX MaTepHajIoB IS LeJed MEIUIUHCKUX HC-
clleZIoBaHUI reHoMa yenoBeka. OJHAKO paclpoCTpaHAETCs JIM JaHHas HOpMa
Ha CJIydau MOJyYSHHs M UCIIOJIb30BaHUS TeHETHUECKOro MaTepHaia sl HHBIX
1esed, B 4aCTHOCTH AJIsl CO3/1aHusl U (DyHKIIMOHMPOBAHUS CHELMAIU3UPOBAH-
HBIX 0a3 JaHHBIX reHOMHOU nHpopMaruu? [Ipencrasusiercs, uto HeT. Tak Kak,
C OJIHOH CTOPOHBI, MOJIy4eHHE MaTepraia, HeOOXOAUMOTO i BBIJEICHHS T'e-
HOMa, MOXKET OCYILECTBIISATHCS M 0€3 METUIIMHCKOIO BMEIIATEIbCTBA, C APYTOi

® Cobpanne 3akononatensctsa PD. 2011, Ned8. Ct. 6724 (¢ moCIe/. H3M. H JOIL. ).

" Tpuka3 Munsapasa Poccuu ot 29.03.2019 Ne 174 «O6 yTBep ICHHH BEIOMCTBEHHOM IieiTe-
BOW mporpamMMbl "BBICOKOTEXHOJOTHYHASI MEAUIMHCKAS TOMOIb M MEAUIMHCKAs MTOMOIIb,
OKa3bIBaeMasi B paMKax KIMHHYECKOW arnpoOaliui MeToI0B NPO(UIAKTHKY, JHATHOCTUKH, Jie-
yeHus U peabmmurarmu”» // JIocTym U3 cipaBOYHO-MPaBOBO# cucTeMbl « KOHCYIBTAHT ILTIOCH.
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CTOPOHBI, LIETTU HCIOJIb30BaHUS MOJIYYEHHOIO0 MaTepuaiga MOTYT HaXOAMThCA
3a mpeaenamu chepbl OKa3aHus MEIUITTHCKON TTOMOIITH.

B sTOM cMbICiEe €TUHCTBEHHO CYIIECTBYIOIIMM B JIEHCTBYIOIIEM 3aKO-
HOJATEbCTBE (hefiepaibHbIM 3aKOHOM, KOTOPBIM MOXKET CITY>KUTh OCHOBOH /1715t
dbopmupoBanus 6a3 nanubix JJHK denoseka, siBnsiercs denepanbHbIiA 3aKOH OT
03.12.2008 Ne 242-®3 «O rocyaapcTBEeHHOW IeHOMHOW peructpanuu B Poc-
cutickoir denepanun» (manee — 3aKOH O TEHOMHOU peFI/ICTpaHI/II/I)S. JlaHHbIiI
3aKOH MpeayCMaTpHUBaeT ABE (HPOPMBI MOTYYCHHUS U MCIIOIb30BaHUS T€HOMHON
nHpopMmanuu: 100pOBOJIBHYIO B 00s3aTebHYI0 peructpanuio. OOs3aTenpHas
perucTpanysi IpoOBOJUTCS B OTHOUICHUH JIMILI, OCYKJICHHBIX K JIMIICHUIO CBO-
00/1p1 32 ONpEEICHHbIE KaTerOpUH MPECTYIUIEHUH, HEOO3HAHHBIX TPYIOB U
T€HOMHBIX JJAHHBIX HEYCTAHOBJICHHBIX JIUI], IOJTYYCHHBIX B X0JI¢ TIPOU3BOACTBA
cnencTBeHHBIX nercTBuil. Cdepbl 10OpOBOIBHON TEHOMHON PErHCTpalluM 3a-
KOHOM HE ONpeJeNeHbl, OJHAKO YCTAaHOBJICHBI OIpE/ICICHHbIE OTPaHUYCHUS B
YyacTH Kpyra JIUI], TPaBOMOYHBIX Ha €€ MpoBe/ieHue. Takyro perucrpaiue Mo-
I'YT IPOBOJUTD JIUIIb YUPEKACHUS CyIeOHO-MEAUIIMHCKOM 3KCTIEPTU3HI U TOA-
paszaeneHus opraHoB BHYTpeHHUX jaen Poccuiickoit deneparumn.

OueBHIHO, UTO YKa3aHHBIN 3aKOH JIaBHO HYXXJAETCS B CEPbE3HOM Iepe-
paboTKe, MOCKOJIbKY M3HAYAJIIbHO OH HE PAacCUMTHIBAJICS Ui Iiesiel peaiun3a-
IIUM MAaCIITaOHBIX MPOEKTOB MO CKPUHUHTY U T€HOMHOMY CEKBEHHPOBAHHUIO
HIMPOKUX CJIOEB HaceJeHHs. B HeM, B 4aCTHOCTH, OTCYTCTBYIOT HEOOXOIUMBIE
npaBuia o mporenypax GopMHPOBAHUS COOTBETCTBYIOUIMX 0a3 JaHHBIX U MO-
pAIKe XpaHEHUs IMOJIyYeHHOH TeHOMHOW WH(OpMaluu, U caMoe TJIaBHOE, O
IIPaBOBOM PEXHME CBEICHUH, CO/IepKaIIuXCcs B 0a3e JaHHbIX.

BaxxHo Takke MoHMMaTh, YTO TeHEeTUYecKass nHpopMalus Jboro ye-
JOBeKa 00J1aaeT 0COOBIM CBOMCTBOM — OHa COJEpXHT B cebe manubie o JJHK
poncTBeHHUKOB. CTPOro roBOpsi, 3TH JIaHHbIE HE MPUHAIIEKAT TOJIBKO OJHOMY
UH/IWBUIY, OHH B PAaBHOH CTENEHU KacaloTcs BCeX MpeAcTaBUTeNeil ompene-
JICHHOTO pOjia, MO3TOMY B JOKTPUHE aKTUBHO IMOJJIEPKUBAETCSA TE€3HUC O TOM,
YTO TeHOMHasi WH(GOpPMAIUs HE MOXKET MPU3HABATHCS «IIEPCOHAIBHBIMU JIaH-
HBEIMEY [2, ¢. 186; 3, c. 115].

B »TOM cMmpbiciie naHHBIE O T€HOME JI0OOT0 KOHKPETHOTO YeJIOBEKa
MPEACTABISIIOT cO00K 0co0yI0 KOH(PHUIEHIIMAIBHYI0 WH(OpPMAIHIO, HEPaBO-
MEpHOE MCIOJIb30BaHUE KOTOPOH MOXET HapyIIUTh MpaBa U MHTEPECHl HEOII-
peIeNeHHOro Kpyra Jull. Takue CBeeHUs HYXKIAI0TCS B 0CO00H MPaBOBOM 0X-
pane [4, c. 13], KOTOPYIO MOKHO OOECTIEYUTD JIUIIb MPUHATUEM CIIEHUAIBHOTO
denepanbHOrO 3aKOHA, HO HE TMOJ3aKOHHOTO aKTa, MOCKOJBbKY 3TO KacaeTcs

8 Co0Opanue 3axononatenscTBa PD. 2008. Ne 49, ct. 5740 (¢ mocnea. u3M. 1 JI01. ).
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OCHOBHBIX IpaB M cB0OOJ rpaxaaH. Kpome Toro, kak cripaBeajiuBO yKa3blBa-
C€TCiA B IOpI/II[I/I‘IeCKOI\/'I JIUTCPATypC, HCCMOTPA HAa OUCBUAHBIC ITOJIOKUTCIILHLIC
3¢ dexTl BHeNpeHUs OWOMETUITMHCKUX TEXHOJIOTHH B MPAKTUUYECKYIO Nes-
TCJIIbHOCTD, CYIICCTBYCT OMACHOCTH OTJIOXKCHHBIX HOCHGI[CTBHﬁ, B TOM 4YHUCIIC
HEU3BECTHBIX HayKe [5, c. 49].

[Tpu yka3aHHBIX 00CTOATENbCTBAX, OTMeUasi OypHOE pa3BUTHE T'€HOMU-
KU U BHEJPEHUE TEXHOJIOTUH, CO3JaHHBIX HAa €€ OCHOBE, BA)KHO MOHUMATh, YTO
CJICAYCT KOHCTAaTUpPOBATbL, YTO IJIA ueneﬁ pcajm3anun CTOJIb aM6I/II_[I/103HI>IX
MPOEKTOB B c(pepe reHOMHBIX HCCIEeNOBAaHUIN JKM3HEHHO HEOOXOAHUMO B Iep-
BYIO OUepe/ib pa3padboTaTh IPOYHYIO MPABOBYIO OCHOBY JIJISl CO3MAHUS U (PYHK-
UOHUPOBaHUS 0a3 JaHHBIX I€HOMa YeJOBEKa, YUYHMTHIBAIOLIYIO TPeOOBAaHUSA
HOPM MEKIyHapOJTHOTO TMpaBa, a Takke crelu(uKy reHOMHOW HH(OpMAaIiu
Kak 00beKTa MPaBOBOM OXPaHHI.
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The relevance of the article is due, on the one hand, to the active introduction of
genomic research technologies into everyday life and the accumulation of a sig-
nificant amount of genetic information while providing medical care and other
genome screening and sequencing services by private and state organizations.
On the other hand, it is relevant due to the beginning of the implementation of
large-scale government projects to create an information-analytical system for
storing and processing genetic data. In these circumstances, the issues of devel-
oping an effective legal regulation of creating and functioning of human genome
databases are of particular importance. Aim: to study the requirements of inter-
national and national standards for statutory regulation of relations connected to
genomic researches, as well as to collecting, processing, storing and using genet-
ic information. Methods: in the study formal logical and general scientific me-
thods of scientific knowledge are used; private scientific (comparative legal,
formal dogmatic) methods are used. Results: Based on these requirements, the
current national legislation is assessed, an urgent need is defined to adopt a spe-
cial federal law on the protection of genomic information, which enshrines the
necessary rules on procedures for forming relevant databases, the procedure for
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storing and using the resulting genomic information, as well as the legal regime
of the information contained in the database.

Key words: human genome; genomic research; DNA database; international
standards; genomic registration; personal data.
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