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BUJbI BUOJTOTHUYECKUX BA3 JIAHHBIX (BMOBAHKOB)*

MpoBoauTCA aHanM3 NPaBOBOro pPerynmpoBaHns 6uobaHKoB B P 1 0T AenbHbIX 3apy-
6e>KHbIX cTpaHax. Ocoboe BHUMaHWE yaeneHo Knaccumkauum 6nobaHkos. B pesynb-
TaTe NPOoBEAEHHOTO WCCNefOBaHNA NMPEeAiO>KEHO HECKObKO OCHOBaHWA Knaccudmka-
unii Bronornyecknx 6a3 faHHbIx (MO LeM co3gaHus, No MaclTabam fesTenbHOCTHY,
no ¢hopme COBCTBEHHOCTW, B 3aBMCUMOCTYW OT MecTa B CUCTEMe 06BbEKTOB Mpas,
B 3aBMCMMOCTV OT 0653aTeNbHOCTW NpoLeaypbl nofy4eHns 61oobpasuos 1 Gronory-
YEeCKMX [aHHbIX 1 B 3aBWCMMOCTU OT TOrO, Bripase v 6ruonornyeckue 6asbl AaHHbIX
13BneKaTb KOMMEPYECKYHO BbIrOf4y OT MCNOMb30BaHUsA 61006PasL0B 1 B1ONOrNYecKnxX
[@HHbIX) W BbIENeHbI UX BULbI.

KiroueBsie crioBa: reHeTHKa; 61ob6aHK; 6M0N0rMYecKme AaHHble.

B Mupe NpUHATO cO31aBaTh OGMONOTMYECKHE 0a3bl JAHHBIX Pa3HBIX BUIOBZ,
MpUYeM U3HAYaIbHO HIMPOKOE PACIPOCTPAaHEHHE MOMYUYMIA 0a3bl NAHHBIX IS
paccienoBanus npecTyruieHuiH. OqHaKo B JaNbHEHIIEM, OIIEHUB WX TOTCHITHAT
1 TIOJIB3Y, B TOM YHCIIE UTS MEIUIMHBL, CTAIN YIPESKAATHCS 0a3bl JaHHBIX U JUIS
Jpyrux HampasiieHui. Poccus B 5TOM OTHOILIEHUM MCKIIIOYEHHEM HeE cTana. Tak,
B 2009 r. B cootBeTcTBUU ¢ D3 0T 03.12.2008 Ne 242-03 «O rocyaapcTBeHHOMN
TeHOMHOW peructparvu B P®y» Oblna co3maHa KpUMUHATUCTHYECKAs OUOJIOTH-
yeckas 0a3a JaHHBIX — (enepanbHas 0a3za reHoMHON nHpopmarun. [lo cocTos-
Huto Ha 2019 r. B 6aze comepxanochk 6onee 600 thic. JJHK-npoduneit [1].
C 2012 r. B HAy4YHO-HCCIICIOBATEIBCKUX TENISAX CTATM OCHOBBIBATHCS OMOOAHKH.
B 2019 r. 6pa o6pasoBana HanmonanbHast accoranus 6100aHKOB U CTielna-
yctoB 1o 6uobankupoBanuio (HACBUO), unenamu koTopoit crano 21 opuau-
yeckoe Juio. [Ipu 3ToM cymMmapHbIii 00beM XpaHEeHHs 00pa3loB B POCCUHCKHUX
Oro0aHKax HE MPEBBIMIACT OMHOTO MIJUTHOHA [2]. Co31aI0TCs TaK)Ke OTACTBHBIC
O6100aHKH IS TOHOPCTBA M TPAHCIIAHTALIMN OPTaHOB M TKaHEH YeIoBeKa.

B Hacrosmee BpeMs MPUHIMITHATBEHOE Pa3Inine MEXITy YKa3aHHBIMH OHO-
JIOTUYECKUMHU 0a3aMU JTaHHBIX 3aKIF0YaeTCs B TOM, YTO MPABOBOH cTaryc deje-
paybHO# 6a3bl TeHOMHOW MH(OPMAITUH TIOJUICHKHUT OMPEICIICHUIO CIICIATbHBIM
HOPMAaTHBHBIM aKTOM, B TO BpeMs KaK MHbIE BUABI OMOJIOrMYeCKUX 0a3 TaHHBIX
(YHKIIMOHUPYIOT B YCIOBHUSX OTCYTCTBUS HEOOXOAWMON MPABOBOH OCHOBEIL.
Hamnpumep, B HacTosmee Bpemst B Poccuiickoit denepannu nesTeIbHOCTh Hayd-
HO-HCCIIEIOBATEILCKUX OMOJIOTUYECKUX 0a3 JAaHHBIX HUKAK HE PEryIUpPYeTCs.
3aKOHOAATEIBHBIC AKTHI, PETIAMEHTHUPYIOIIHE OOMIECTBEHHBIC OTHOIICHHSI, BO3-

! Cratea BbmonHena mpu (uHAHCOBOH momuepkke POOU B pamkax HAaydyHOIO MPOEKTA
Ne 18-29-14071.

2 TlonsTne GuomorndecKkoil 6a3bl TaHHBIX, GuobanKa cM. oxpobHee: Nmekosa M.I1. Brobank
kak 00bekT npas // XKypnan poccuiickoro npasa. 2020. Ne 12. C. 54-65.
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HUKarolye 1pu JoHopcTBe U TpaHcanTanuu (O3 ot 20.07.2012 Ne 125-d3
«O ITOHOPCTBE KPOBH M €€ KOMIIOHEHTOBY», 3akoH P®d ot 22.12.1992 Ne 4180-1
«O TpaHCIIaHTalMKM OPraHOB M (MJIM) TKAHEH 4eloBeKa»), He YUYHTBHIBAIOT OCO-
OEHHOCTH IIPaBOBOTO peXnMa OHMOOAHKOB M COJEpP)KAIIMXCS B HUX OPraHOB,
TKaHeld W KiIeToK. [Ji1 Toro 4ToObl 000CHOBATH IEIeCO00pa3HOCTh 3aKOHOA-
TENIBHOTO PEryINPOBaHUs JESATEIFHOCTH Ha3BaHHBIX OMOOAHKOB, BHIUTCS He-
00XOIUMBIM MPOBECTH CPABHUTEILHBIN aHAIN3 MEXKIY HUMHU U 0a3aMH JaHHBIX,
CO3[IaBaEMBIMH JJISI PacCIeOBAaHMS IPECTYIUICHHH, MPEXKIe BCETO ITyTeM HX
KJIACCU(HUKAIIHY.

B dunocoduu mon kiaccudpukamueii (nar. classic — paspsia, kiaacc u facio —
JieIat0, PacKIIaJbIBa0) MPUHATO MOHMMaTh MHOTOCTYIIEHYATOE JeJICHUE JIOTHU-
9eCKOTO 00BheMa TOHSTHS WM KaKOH-TH00 COBOKYITHOCTH €IMHUI] Ha CHCTEMY
COMOJUMHECHHBIX MOHATHA WM KiIaccoB oOBeKTOB. llenp kmaccmopukanuu 3a-
KIII0YaeTcsl B OMpeJeNieHN MecTa B CUCTeMe JH000H eanHuIbl (00beKTa), TeM
caMbIM YCTAHOBJICHMH MEXIy HUMM HaJHuus HeKoTopbix cBsazelt [3. C. 483].
Takum o6pazoM, KiaccupuKanus OHOJOTHYCCKHX 0a3 JaHHBIX JACT BO3MOXK-
HOCTb YCTQHOBHUTH HE TOJBKO MPABOBBIE CBSA3U MEXIYy HHMH, HO U 3aKOHOMeEp-
HOCTH B 3aKOHOJATENIbHOM DPETYJIHPOBAaHWU HX JEATEIFHOCTH, YTO ITO3BOJIUT
BEIpa0OTaTh PEKOMEHIALNH 0 COBEPIICHCTBOBAHHIO POCCHHUCKOTO 3aKOHOIA-
TENBCTBA B COOTBETCTBYIOUICH cepe.

Buonornueckue 6a3pl HAHHBIX MOXKHO KJIacCH(HIMPOBATH MO Pa3lIUYHBIM
OCHOBAaHUSIM.

1. Buomornueckue 6a3bl TaHHBIX MO IETH CO3MAHMS MOXKHO Pa3IeNUTh Ha
HAYYIHO-UCCIICIOBATENECKIE, TEPANEeBTHICCKAE W KPUMUHAJIHMCTHUYCCKHE (Cy-
JeOHO-MEUIIMHCKIE).

Hay4Ho-uccnenoBarensCkiue OHONOTHUECKHE 0asbl AAHHBIX YUPEKTAOTCS
IUTSL TIPOBE/ICHHSI HAYYHBIX MCCIICIOBAaHUN. Pa3HOBUAHOCTIMH HAayIHO-HCCIEHO0-
BaTCJIIbCKUX 6I/IOJ'IOFI/I‘IGCKI/IX 633 JAaHHBIX SABJIAIOTCS KIMHWUYCCKUEC, MOMYIALN-
OHHBIE 0a3bl JAHHBIX M 0a3bl JaHHBIX PEIKUX BUIOB 3aboneBaHuii. Knnuuue-
CKHe Omorornueckre 0a3bl JaHHBIX HAIPaBIICHBI HA TPOBEACHUC KIMHUYIECKUX
WCCIIENIOBaHUH — «HAYYHBIX MCCJICIOBAHHWI C YYacTHEM JIIOJeH, KOTOphle Hpo-
BOJATCSI C LENBI0 OLEHKH 3(D(EeKTHBHOCTH M O€30MacCHOCTH HOBOTO JIEKap-
CTBCHHOTI'O ITpCriapaTa / n3aeiig MEAUIIMHCKOTO HAa3HAYCHUA WU paCIIUpPCHUA
MOKa3aHUH K MPUMEHEHHIO CYIIECTBYIOMIETO Ha PHIHKE JICKAPCTBEHHOTO IpeTia-
para / u3genus MeAUIMHCKOro HasHaueHus» [4]. TlomyssinuoHHbIe GHOMOTHYe-
CKHE 6a31,1 JaHHBIX OPUCHTHPOBAHBI HA «TCHETHYCCKUEC HUCCIICA0BAHUA pa3inyd-
HBIX TPYII HACEJICHUS IS OIPEACIECHIS POoQHiIs OMOMapKepOB, TEHETUIECKUX
0COOEHHOCTEH HCCIIelyeMOH TpPYMIBI, PaclpOCTPAHEHHOCTH OIPEISIICHHBIX
3a00JIeBaHUI HA TOW UM MHOU TeppuTopum» [5]. bruonornueckue 6a3bl TaHHBIX
PEeAKUX BUAOB 3a00JIeBaHUN cOOMparoT OMooOpa3Ibl U OMOJOTHYECKUE JTaHHBIS
JUISL UCCIIEIOBaHUN M pa3pabOTOK CpeACTB OOpbOBI ¢ OphaHHBIMH U PEIKHMH
3aboneBanusAMH. TepareBTHdeckre Ouosormdeckue 0asbl JaHHBIX (€ciaH OBITH
TouHee — OmobGanku)! co3garoTcs i 00pabOTKU, COXPAHEHHMS, XPAHEHHs HJIN

1 Cm. noapo6uee 06 3TOM HUKE.
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pacripenesieHns] YeI0BEYECKUX TKaHEeH M KIETOK C LENbI0 MX JaTbHEHIIero muc-
MOJIb30BaHMs 4YeNOBeKOM (Hampumep, IOHOPCTBO, TpaHciutaHtaiwms). Ocoboe
MECTO Cpenu OMoNOorHdYecKux 0a3 MaHHBIX 3aHUMAIOT KPUMUHAIHCTHYCCKHE
(cynebHO-MeUIMHCKUE) 0a3bl JAHHBIX, KOTOPbIE OCHOBBIBAIOTCA C LEJBIO
HUACHTH(DHUKAINH JTHIHOCTH LIS MPEAYIPEKICHUS, PACKPBITHS U paccieI0BaHIs
MPECTYILICHUH, BEISIBICHUS M YCTAHOBJICHHS JIHI, UX COBEPIIHUBIIHX.

[IpaBoBoe 3HaueHHE MPUBEIEHHON KiaccU(UKALUU COCTOMT B TOM, YTO
B 3aBHCHMOCTH OT IIETTH CO3JaHUsI OMOJIOTHYECKOl 0asbl MaHHBIX OyAeT pasiiu-
4aTbCs MPABOBOM PEXKUM TakoW 0a3bl NaHHBIX, a TAKXKE COJNEPIKAIIUXCS B HEH
Oouonornyecknx o0Opas3loB (manee — O6MOOOpa3Lbl) U OMOIOTUYECKUX IaHHBIX.
Kak moxaspIBaeT aHamu3 3apyOeKHOTO 3aKOHOJATENbCTBA, PAZTHUUS MEXITY
CpaBHMBAaeMBIMH 0a3aMH JaHHBIX 3aKIIIOYAIOTCS. B TIOPSOKE WX CO3TAHUS,
HA/I30pe 33 UX AEATCIHHOCTHIO; MOPSAKE MONyYIeHUs, 0OpabOTKU, XpaHEHHs H
nepefadn 61Mo00pa3IOB U MONYYCHHBIX HAa UX OCHOBE JAHHBIX; IIpaBax U 00s-
3aHHOCTSIX co3jaTelsie 6a3 NaHHBIX U JIMI], IPEAOCTABUBIINX CBOM 6H00Opasen
U JaHHBIE O cebe (manee — MOHOPOB); KOMIUIEKCE MEp, HAIIPABICHHBIX Ha 3aIli-
Ty MIPaB ¥ UHTEPECOB JJOHOPOB U TPETHUX JIMIL U T.I1.

Hay4Ho-uccnenoBarensckiue OHONOrHYecKre 0asbl JAHHBIX CO3JA0TCA, KAk
MPaBUIIO, TAKUMHU CyOBEKTaMH, KaK IOPHIUYCCKIE JIUIA, TIPH YCIOBUH HOTyUe-
HUS TOCICIHUMH pPa3pelieHUs] YIIONHOMOYSHHOTO Ha TO OpraHa JHOO ero
yBenomiieHus. J[aHHBII OpraH BHOCUT UX B €IUHBIA PEECTp U OCYLIECTBISAET
B JalIbHEHIIIEM HaI30p 3a MX JAEATEIbHOCTHIO. Takue TpeOoBaHUs, K pUMEpY,
conepxxarcs B Pexomenmammsx Komurera MunuctpoB EC rocymapcTBam-
grneHaM «O0 HCCIIeTOBaHMUAX OMOJIOTHYCCKAX MAaTEPUAIOB YEIOBEUECKOTO MPO-
ucxoxaeHus» 2016 r. [6].

Buoobpasupsl 1 OHonOrnyecKkue JaHHbIE MOCTYHAIOT B HAayYHO-HCCIIEAOBA-
TeNbCKHE 0a3bl JaHHBIX, KaK MPABIJIO, HA OCHOBAaHUH HH()OPMUPOBAHHOTO COTIIa-
CHsI IOHOPA U B 3aBUCHMOCTH OT LIEJIM CO3/aHHUs OMOJIOTHYecKoi 0a3bl TaHHBIX
(bnobanka) momiexkar o0e3nMMUMBaHUIO (aHOHWMU3aUK). [Ipu 3TOM cornacue
JOHOPA BKITIOYAET B ce0s B TOM YHMCIIE COTIIACHE HA BCE T€ BO3MOXKHBIE MAHUITY-
JSIMM, KOTOpBIe 0a3a MaHHBIX OyJeT BIpaBe B OYAYIIEM OCYIIECTBISITH B OT-
HOLICHUN OMO00pas3oB W OHOJIOTHYECKHX [IAaHHBIX, a WMEHHO: 00paboTKy,
BKJIIOYasi OO0e3MHUMBaHMC (AHOHMMH3AIMIO), XpaHECHHE, Iepenady TpPeTbHM
UM, YHHYTOKEHHE W T.I. JIpyrHMU ClIOBaMH, HayYHO-HCCIIEIOBATEIbCKUE
Ouonormyeckue 0a3pl TaHHBIX aKTUBHO MPUMEHSIOT U PEAN3YIOT B CBOCH Jesi-
TENBHOCTH KOHIICHIINIO 00IIeT0 HH(POPMUPOBAHHOTO COTIIACHSI JOHOPA.

[TockonpKy TOMy4YaeMass HayYHO-HUCCIIEIOBATEIbCKONW OMOJIOTHYECKOM O6a3oi
JAHHBIX WHPOPMALUSI HE BCETJa IMOIICKHUT 00e3TNINBAaHHUIO (aHOHHUMU3AIIHHN),
OHA MOJKET OBITh IPE/ACTaBIICHA B IBYX BUAAX: B BUJIE NMEPCOHU(HINPOBAHHON
6uonormyeckoil nHpopManny (CBeACHNS) U HEIEPCOHN(UIINPOBAHHON (AHOHH-
MHU3HPOBAHHON) GHONOrHYecKol nHpopMamuy (1annbe)!. B omanyune ot nepsoro
BrJa WH(GOPMAIIUKM HAa BTOPOH BUA MH(GOPMALIUH, KaK TPABIIIO, HE PACIIPOCTpa-

! Cm. monpo6uee: Bonranosa E.C., Nmekoa M.II. Tenetnueckas MHMOPMAIHUS B CUCTEME
00BexToB rpakaanckux npas // Lex Russica (Pycckuit 3akon). 2019. Ne 6. C. 110-122.
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HSIOTCS TIPABOBBIC PEXHMMBI KOH(PHUISHIIMATBLHOW HH(MOpMauu (IpaBoBbIE
PEKUMBI TAailHBI YaCTHOH XW3HHU, MMEPCOHANBHBIX JAaHHBIX, a TaKKEe MPaBOBBIC
PEXKUMEBI CITY>)KEOHBIX BUJIOB TallH, HAPUMEP BpaueOHON TaiHBI U Tp.), OJHAKO
Takas HHPOPMAIUS BEICTYIAET OOBEKTOM CHEIUAIBLHOTO IIPABOBOTO PETYIHPO-
BaHU, U B OTHOIICHWU HEEe B KAXKIOM TOCYHapCTBE YCTAHABIHUBAIOTCS CBOH
npaBwia. Tak, B Hunepnannax HemepcoHu(UIMpPOBaHHAS (aHOHUMH3HPOBAH-
Has1) Ouoornueckas HHGOpPMAaNUs HEe MPU3HACTCS JTMYHBIME TAHHBIMU, TI0 3TOM
MpUYMHE HCIOJIB30BAaHUE TakoW HMH(OpMAaNWU B HAYYHO-HCCIECHOBATEIHCKUX
LEJSIX MOYKET OCYIIECTBISAThCS 0e3 cornacus noHopa [7]. B Wcnanum Hemepco-
HUGUIUPOBaHHAA (AaHOHMMU3UPOBAHHAs) OHoorumueckas WHGOpMAIUSI MOXKET
MPUMEHSATHCSI 0€3 COIIacHsl TOHOpa TAaKKe B IENAX 3APABOOXPAHEHUS, JIIHIIC-
MHOJIOTHYECKHUX B 00pa30BaTeIIbHBIX IeNsaX [8].

TepaneBruueckrie OHOOAHKH CO3MAIOTCS YUPEKICHHUSMIE, KOTOPEHIC ITOMJIe-
KaT JIMICH3UPOBAHUIO (MO0 MM BBIJACTCSI PA3PEIICHUE) U aKKPEIUTALUH CO
CTOPOHBI YIIOJIHOMOUYEHHBIX OPTaHOB TOCYIApCTBEHHOU BiacTH. JlaHHBIE Opra-
HBI BIIACTU 00s13aHBI CO3ATh M BECTH PEECTP TAaKUX YUPEKIEHHH, a TaKKe OCY-
IIECTBIIATH B OTHOIICHWH HUX IEPHOAUYCCKUE MPOBEPKH. TeparieBTHUCCKHE
O0100aHKH 00sI3aHBI BECTH YUET CBOCH NEATCIBHOCTH, BKIIIOYAS TUIIBI M KOJHYC-
CTBO TKaHeW W / WK KJIETOK, IOJy4YEHHBIX, IPOTECTUPOBAHHBIX, KOHCEPBHPO-
BaHHBIX, 00pa0OTAaHHBIX, XPAHSIIINXCSI U PACIpeACIeHHBIX WIX HHBIM 00pa3oM
YTWIN3UPOBAHHBIX, a TAKKe WH(POPMAIMIO O MPOUCXOXKICHUUA U HA3HAYCHUH
TKaHe# W KJIeTOK. buonornueckue Marepuanbl U KICTKH MOCTYMAIOT B TaKHe
OMOOaHKM WCKITIOYUTEIHHO Ha OE3BO3ME3HOM OCHOBE C MPEIBAPUTEIBHOTO
cornacus JoHOpa (TpHYeM COTJIacHe AaeTcs Ha OMpeAeTIeHHOEe HCIOIh30BaHMe
(mpuMeHsieTcs: KOHLIETIIHS «KOHKPETHOTO COTJIachs»)) U B JalbHEHIIeM mojyjie-
kKaT 00s3aTeNbHOM aHOHMMU3aIMK (00e3nuurBaHuio). Takum oOpas3oM, Tepa-
neBTHYeCKHe OWOOAHKM B OTIMYHE OT HAYYHO-HCCIEIOBATENBCKUX XPAaHST
B OCHOBHOM HeMNepCOHU(UITUPOBAHHbBIE (aHOHOMHU3UPOBAHHBIE) OHOMATEPHUAIIBI
1 KJIETKH?,

Kpumunamuctryeckue (cymneOHO-MEIUITMHCKIE) OHOTOTHYSCKHE 0a3bl JaH-
HBIX CO3JAIOTCS, KaK MPABIIIO, YIOJHOMOYEHHBIMH HAa TO OpraHaMH rocyaap-
CTBEHHOM ByiacTd. BrooOpasibl 1 OHOIOTHYECKHE JaHHBIC [TOCTYIAIOT B TaKHe
6a3pl Oe3 coracusi JOHOPOB M TOJBKO B CIydasX, MPsIMO MPEIyCMOTPEHHBIX
3aKOHOM, U HE MOJUIEKAT 00E3TMYNBAHUIO (aHOHUMIU3aIwH). be3ycinoBHO, Takue
JCUCTBHSI TPENCTABIIIOT COOOM HE YTO MHOE, KaK BMEIIATEIHCTBO B YACTHYIO
JKHM3Hb TOHOPOB, KOTOPOE B COOTBETCTBHH C MEXIYHAPOIHBIMH JTOKYMCHTaAMU
MOJXKET OBITh OTNPaBJaHO TOJBKO MyOJIMYHBIMU MHTEpPECAaMH, & UMEHHO — HE00-
XOAMMOCTBIO OOpPBOBI ¢ TpecTymHOCTRIO. Tak, Beeobmas mexmaparust 0 reHoMe
YyeJloBEKa M IIpaBaxX 4YeJOBEKa, €AMHOINIACHO MpuHsTas Ha 29-ii I'eHepanbHON
koH(pepeniun FOHECKO 11 Hoa0ps 1997 1., racuT, 4To «B HENSAX 3allUThI

1 Cwm., manp.: Directive 2004/23/EC of the European Parliament and of the Council of
31 March 2004 on setting standards of quality and safety for the donation, procurement, testing,
processing, preservation, storage and distribution of human tissues and cells. URL: https://eur-
lex.europa.eu/legal-content/EN/TXT/?uri=celex%3A32004L0023 (accessed: 19.03.2021).
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MpaB YEJI0OBEKAa M OCHOBHBIX CBOOOJ OTpaHMUCHHUS IPUHIUIIOB COTTIAcHs U KOH-
(UIEHIIMATEHOCTH MOTYT OBITh YCTAHOBIICHBI TOJIBKO 3aKOHOM TI0 BECKUM IIPH-
YMHAM B paMKaxX MEXIYHapOJHOrO MyOJIMYHOTO MpaBa U MEXIyHAPOAHBIX MIPaB
yenoBeka» (ct. 9) [9]. B Pexomennamnusx Cosera EBporbt Ne R (92) 1 06 wuc-
nonp3oBanuu ananu3a JJHK B cucreme yroioBHOro mpaBocyamsi yKa3bIBaeTCs
Ha TO, UTO «B3ATHE 00pa31oB At aHanus3a JJHK n1omkHO npou3BOAUTHCS TONBKO
B 00CTOSITENBCTBAX, ONPEIE/IEHHBIX HALIMOHAILHBIM 3aKOHOJJATEICTBOM; 3TO TIPU
TOM TTOHMMAHWH, YTO B HEKOTOPBIX TOCYIAPCTBAX-WICHAX JIJISI 3TOTO MOXET I0-
TpeOoBaThCs CIIEIHATIBHOE paspenieHne cyneOHoro oprana. Ecnm HammoHanb-
HOE 3aKOHOJATEeNbCTBO JAOMYCKAET, YTO MPOObI MOT'YT OBITh B3SITHI 6€3 COTTIacHus
MOJ03PEBAEMOr0, Takoil OTOOp HpPoO MOIKEH MPOU3BOIUTHCS TOJIBKO B TOM
ciIydae, e€CJId 00CTOSTEeNhCTBA Jielia TPeOYIOT TakuxX AeicTBuii» [10]. YuuTsiBas
CKa3aHHOE, BO MHOTHX 3apyOEKHBIX TOCYIApCTBaX CIIOKIICS IOIXO/, COTIACHO
KOTOPOMY KpHUMHUHAJIUCTHYECKHE (CyaeOHO-MEIUIMHCKIE) Onoioruueckue Oa-
3bI JAaHHBIX BIIPaBE MOJIy4aTh 01000pa3Lbl U OHOJIOTNYECKUE JaHHBIE Y IOHOPOB
0e3 UX COTMIacHs TOJBKO B CITydae MPHU3HAHUS MOCIEIHNX BUHOBHBIMHU B COBEp-
LICHUH TPECTYIUICHUS ONPEeSICHHON cTeneHu TsbkecTu. IlpaBoM Ha Mcmonb3o-
BaHHE TaKUX OOBEKTOB HAJIENAIOTCS CYyIbl, MHBIE OpPraHbl rOCyAapCTBEHHOI! Bla-
CTH B IEJISIX MPEAYIPEKICHNS, PACKPBITHS U paccieJOBaHHs IPECTYIUICHAH.

CTOUT OTMETHUTD, UTO B 3apYOEIKHBIX CTpaHAX YKa3aHHBIA MOIXOJT CIIOKHIICT
He cpasy. Hampumep, B mepBoii co3nanHoi B Mupe HarpioHansHO# 6a3e JaHHBIX
BenukoOpurannu m3HadanpHO xpanwinck JJHK 1 oTredaTky nmanblieB BCex JIH,
TaK WIN WHAYE MPUIACTHBIX K MPECTYIUICHUIO (apeCTOBAHHEIX, ITOI03PEBACMBIX,
OOBUHSEMBIX, OCY)KICHHBIX), NMPUYEM CPOK MX XpaHCHHS OBLT HEOTPaHUYCH.
Takoil moaxon coxpassics A0 Tex nop, noka B 2008 r. Esponeiickuii cyn mno
mpaBaMm venoBeka B ngene S. and Marper v. UK [11] He ycranoBmi, yTto Oec-
cpounoe xpanenue JIHK-mpoduieit, oTmeyaTkoB maiblieB W 00pa3loB BceX
MIPUYACTHBIX K COBEPLICHUIO MIPECTYIUIEHUIO JIIOJEeH HapywaeT cT. 8 Eppormei-
CKOM KOHBEHIIMM O IIpaBax 4eJIOBEKAa M INPEACTaBIsIeT coO0i HecopasMepHoe
BMEIIATEIHCTBO B UX MPABO Ha HEMPUKOCHOBEHHOCTh YacTHOM u3HU. B 2012 1.
BO WCIIOJIHEHHE JaHHOTO pemicHus B BenukoOpuTaHum OBUT MPHHAT 3aKOH O
samute cBo0oj (PoFA), B cumy koToporo ObUIO pa3pelieHO XpaHeHue B 0ase
JHK ortneuarkos nansues u JJHK Tonbpko mrogeit, ocykKIeHHBIX 32 COBEpPILICHNE
MPECTYIJICHUHA ONpeeNIeHHON CTEeNeH! TsShKecTu. JlaHHbIe TeX, KOMY Tak U He
OBLIO TIPENBSIBICHO OOBUHEHHUE FITH KTO HE OBUI IIPU3HAH BUHOBHBIMHU B COBEp-
LIEHUU MPECTYIUICHUS, MOAJIeXkKaT ylajJeHuio. B nensx peanvzanuu moioXeHu
Ha3BaHHOT'O 3aKOHa Bcero ObLIO YHHUYTOXEHO Oojee 7 muH oOpasuoB JJHK u
ynanero 1,7 mun JJHK-nipoguneii.

IIpuBenenHoe pemenue EBpomnelickoro cyna 1o npaBaM YelIOBEKa OKa3ajo
SHAYUTCIIbHOC BJIUAHUE HAa 3aKOHOJATCJIHLCTBO MHOTHX IOCYIapCTB. Poccust ObI-
J1a OJHOM U3 MEPBBIX CTPaH, KOTOpas obecrnedynnaa COOMOAECHHE NaHHOIO pelie-
HUs, OrpaHu4mB CBOK 0a3y maHHbIX JIHK HCKIIOUUTENBHO OCYXICHHBIMH
(cm. mogpobHee: @3 «O rocynapcTBEHHOW TeHOMHON PErHCTPALIANY).

Takum oOpa3oM, Ha HaxoIsANIMECS B KPUMUHAIUCTHYECKHX (CyneOHO-Me-
JUIMHCKUX) 0a3aX JaHHBIX OMOJIOrMYECKHe NaHHBIE TAKXKE PAacIpOCTPAHSIIOTCS
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MIPaBOBBIE PEKUMBI KOH(HICHINAIFHOH MH(MOPMALNH, HO C OTPaHUYCHISIMH,
YCTaHOBJICHHBIMH BHYTPUTOCYIapCTBEHHBIMU aKTaMH.

2. B 3aBHCHUMOCTH OT MecTa B CUCTEMe OOBEKTOB MPaB, a TOYHEE — B 3aBUCH-
MOCTH OT TOT'O, BBICTYIIACT JI OMOJOTHYecKas 6a3a JaHHBIX CaAMOCTOSTEIHHBIM
00BEKTOM IIpaBa WM HET, MOXKHO BEIIEIUTH OMOJOrHIecKrue 0as3pl JaHHBIX KakK
CaMOCTOSITEIIBHBIC OOBEKTHI MIPaB M OHOJIOTHYECKHE 0a3bl JAHHBIX KaK 3JICMEH-
Tbl OMOOAHKOB.

B 3apy0exxHBIX cTpaHax MPUHSITO CO37aBaTh Kak OMOJOTHYECKUE 0a3bl JaH-
HBIX, TaK ¥ OMOOAHKH: BCE 3aBMCHT OT LIEJIM MX CO3[aHus. bHOOAHK sSBisETCS
CJIOKHBIM OOBEKTOM TpaBa, COCTOSIIMM U3 JABYX B3aUMOCBSI3aHHBIX DJICMEHTOB!
KOJUICKIIUU OHMOO00pa3IoB U aCCOIMMPOBAHHON ¢ HUMH WH(OPMAIIMH, CUCTEMa-
TU3UPOBAHHOU B OMOJIOrHYecKoi Oa3e maHHBIX. HazBaHHBIE IIEeMEHTH HAXOIST-
Csl B TECHOW B3aMMOCBSI3H JIPYT C IPYroM: CrielduKa KOJUIeKIHid 61o00pa3ios
COCTOUT B TOM, YTO OHH HCIOJIB3YIOTCSI HE MO CBOEMY HPSIMOMY IMPEIHAZHAYCHHIO
KaK BEIIH, a BHIIOJHSAIOT BCIIOMOTATESIBHYIO POJIb — SIBJISIOTCS HCTOYHHKOM HJTH
CpEACTBOM Iepenadn MH(YOPMAaLnH, KOTOpasi, B CBOIO Odepeab, HAXOAUT OTOO-
pakeHue B 0aze AaHHBIX OnoOaHKa. JIpyrumu cioBamu, cofiepkaHue 06a3bl JaHHBIX
0100aHKOB COCTABJISIOT JaHHBIC, TIOYUYCHHBIC HA OCHOBE OMO0OPA3IIoB, MPHYEM
Takue TaHHBIe HEPEeIKO COmep KaT CBEICHUS JIMYHOTO XapakTepa (eclii OHH He
ObUT 00€3TIYCHBI (AHOHIMHU3UPOBAHEI)), HA KOTOPBIE PACIIPOCTPAHSIOTCS pas-
JIMYHBIE TIPABOBBIC PEKUMbI KOHPHUICHIINATBEHON HHPOPMAIIHH.

[IpaBoBoE 3HaUEHHE TPUBEJACHHON KacCU(pUKAIIMY 3aKIF0YaETCsl B TOM, UTO
B CiydJae, eciii OuoJiornueckas 0a3a JaHHBIX BBICTYIAET KakK 3JEMEHT OMOOaH-
Ka, TO MPaBOBON PeXXMM KOH(MHICHIMATBHON WH(pOPMAIMU JTOJKEH OyAeT pac-
MPOCTPAHATHCS HE TOJBKO Ha JAaHHBIE, COIEpIKAIIMecs B TakoW 06a3e, HO M Ha
KOJIJIGKIIMIO O1000pa3LoB, XpaHAIIMXCcS B OMoOaHKe (€cau OHM He ObLIH 00e3-
THYeHB! (AHOHOMH3HUPOBAHHI)). JIaHHBIN BBHIBOA aKTyalleH U BCEX BHIOB OMO-
JIOTHYCCKHUX 633 JAaHHBIX, BBIACIACMBIX 110 IIEJIH CO3JaHH.

B mocrnennee mecsTuieTHe MOSBUIACH TEHICHIMSA CO3JaHUS TAaK Ha3bIBac-
MBIX BHPTYaJIbHBIX OMOOAHKOB — OMOOAHKOB, HE COJEPKAIIUX PEabHBIX OHO-
00pa31oB, HO cofepkaiuX nHpopMmaluo o Hux. Hanpumep, B Jlanuu 2012 r.
B HAYYHO-HCCIICJIOBATEIBCKUX MEISIX OBLT YUPEKACH «IUPPOBOI» OHMOOAHK
HarmonanbeHeiii peectp 6n00aHKOB, coepkanmii nHpopMaIHio o 6noodpasmax
9eNoBeKa, BKJIIOYAsl KPOBb, IUIA3My, CItoHY, ounmenHyro JIHK, xpamsmmecs
B Omobankax Jlanuu u He TombKo [12]. Kak npencTaBnsercs, B CBS3H C TEM, UTO
B TakuX OHMOOAHKAaxX OTCYTCTBYIOT OHM000Opa3ubl B (PU3HYECKOM CMBICIE, OHH
MPEICTABISIOT cOOOH, 10 CyTH, OHosornyeckue 0a3bl JAHHBIX, a He OHOOAHKH.

3. B 3aBHCHMOCTH OT 00s13aTEIFHOCTH MPOIEIYPHI TOIydeHHsT OH000pas3oB
u 6I/IOHOFI/I‘ICCKHX JAaHHBIX MOKHO BBIIACJINUTH IIO6pOBOJ'[LHBIC, MIPUHYAUTCIIBHBIC
Y cMellaHHble Ononornueckre 6a3bl TaHHbBIX.

[punyauTENTEHBIME OUOJIOTUYCCKUMHE 0a3aMu JaHHBIX OJHO3HAYHO SIBIISIFOT-
Cs1 KPUMHUHAIUCTUYECKUE (Cye0HO-MEULIMHCKIE) OHOIOrnuecKue 6as3bl JaHHbIX.
Kak moxassiBaeT aHanm3 3apyOeXKHOTO 3aKOHOIATENIBCTBA, TEPAIIEBTHUCCKHE
Ouostornueckre 0as3pl TaHHBIX SABJISIOTCS JOOPOBOJILHBIMU. UTO KacaeTcsi Hay4qHO-
HCCIIEIOBATENILCKUX OMOJIOTHYECKUX 0a3 JaHHBIX, TO OHU SBISIFOTCS CMEIIaH-
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HbIMH: O0M000pa3Ibl U OMOJOTHYECKUE JIaHHBIC TTOCTYMAIOT B HHUX, IO O0IIeMy
MpaBUITy, C COTJacHs ITOHOPa, HO BO3MOXHBI UCKIIOUeHHs. Tak, corimacHo Pe-
komeHganusaM Komutera MunuctpoB EC rocynapcrBam-unenam «O0 uccieno-
BaHUSIX OMOJOTMYECKUX MATEPHUATIOB YEIIOBEUECKOTO MpoucXokaeHus» 2016 r.
O0ro00pa3ipl B OMo0aHKaX TOJKHBI XPAHUTHCS M MCIIOJIB30BATHCS JIJIST HAYIHBIX
UCCIEIOBAHUN C MIPEABAPUTEIHFHOTO TOOPOBOJIBHOIO U JOKYMEHTAIFHO OATBEP-
KJICHHOTO coriacust Jiuia. [Ipy 3TOM MOTyYeHHsl TAaKOTrO COTJIacHs He Tpedyercs
OT JTUIIa, HEe CIIOCOOHOTO €ro JaTh, B CISHYIONUX CIyJasx: MojydaeMble OHO00-
pa3ipl MOTYT TIPUHECTH TIOJIB3Y JIMIIAM TOW JKe BO3PACTHOW KaTETOPHH HIIH CTpa-
JIAFOIIMM OT TOTO e 3a00JIeBaHUsI; 1IN UCCIIEIOBAHUS HE MOTYT OBbITh TOCTHUI-
HYTBI C UCTIOJIb30BaHWEM OMO00Pa3IIOB JIMII, CIOCOOHBIX 1aTh CBOE COIJIacHe.

4. ITo dpopme cOOCTBEHHOCTH OHMOJIOTHYECKHE 0a3bl JaHHBIX TOAPA3ICIISIOT-
Csl Ha YaCTHBIC U TOCYIapCTBEHHBIC (MYHHUIIHITATbHEIC).

[IpaBoBoe 3HaUeHUE MAHHOW KIIACCH(DHUKAIMH 3aKIIOYAETCI B TOM, YTO OHA
MO3BOJIET OMPEACINTh, KaKHe CYOhEKTHI BIPABE BBHICTYNATh B KAYECTBE yUpe-
muTeneit (cozmareneil) OWOOTHYecKHX 0a3 JaHHBIX, COOTBETCTBEHHO, OBITh
BIIa/IeTIbIIeM OMO00PAa3IoB U 00agaTeneM OUOJIOTHYECKUX TAaHHBIX.

locynapcTBeHHBIMU (MYHUIMITAIEHBIME) OUOJOTMYSCKAME 0a3aMu TaHHBIX
BCerna SIBJIAIOTCS TepareBTHYECKHEe W KpUMHHATUCTHYECKHE (CymeOHO-Meaun-
[IMHCKHWE) 0a3bl JaHHBIX.

HayuHo-uccnenoBatensckue Ononorudeckue 0a3bl JaHHBIX MOTYT OBITh Kak
roCyJapCTBEHHBIMU (MYHHIIUIIANBHBIMH), TAK U YaCTHBIMHU. 3apyOexKHbIe CTpa-
HbI CTaparOTCsl CTUMYJIMPOBATh Pa3BUTHE MEIUIIMHCKON HAyKH, TIPEIOCTaBIISISI
BO3MOYKHOCTh 3aHMMAThCS OMOMEIMIMHCKAMH HCCIIEIOBAHMAMU HE TOILKO
TOCYJAapCTBEHHBIM (MYHHITUITATIBHBIM) HAYYHO-HUCCIICI0BATEIbCKAM, MEIUIIUH-
CKUM YYPEIKACHHUSIM, YHUBEPCUTETAM, HO U KOMMEPYECKUM FOPUIAUICCKUM JIU-
am (apmareBTHICCKUM, IPOMBIIICHHBIM KOMITAHHSIM).

CyliiecTByeT TaKKe OMBIT CO3JAaHUs OMOJOTMUYECKUX 0a3 JaHHBIX B paMKax
rOCyIapCTBEHHO-4YaCTHOTO MApTHEPCTBA. B KauecTBe mpuMepa MOXKHO MPUBECTH
Hammonanpueiii 6nobank BemmkoOpuranmu (UK Biobank). O Obm1 ocHOBaH
MEJIUIIMHCKOM OaroTBopuTenbHOU opranusaiueit Wellcome Trust, CoBeTom 1o
MEIUIMHCKAM HCCIICIOBAaHUSAM, MUHHCTEPCTBOM 3IPABOOXPAHCHHUS, TPABUTEIIb-
crBoM loTnanmuu 1 CeBepo-3amaHbIM areHTCTBOM PErHOHAIBHOTO Pa3BHUTHSL.
Buobank Takxke momydni (MHAHCHPOBAHHE OT MPABHUTENBCTBA YaIbca, British
Heart Foundation, Cancer Research UK u Diabetes UK. UK Biobank moxnepsxu-
Baercst HanmoHabHO# ciry»x60ii 3npaBooxpaneHust Bemmkooputannu (NHS) [13].

5. B 3aBHCHMOCTH OT TOTO, BIIpaBe Ju OHoyiorndeckre 0a3bl JaHHBIX U3BIIE-
KaThb KOMMEPYECKYIO BBITOAY OT HCIOJb30BaHHsS OHOOOpa3oB M OHOJOTHYeE-
CKHX JAHHBIX, MOYKHO BBIZICIHTH KOMMEPUYCCKHE W HEKOMMEPUYECKHE OHOJIOTH-
yecKkre 0a3pl JaHHBIX.

HexoMmMmepdeckumu OHONOTHUECKUMU 0a3aMu TaHHBIX (OMOOaHKaMU) SIBIIS-
I0TCSl TEPATIEBTHYECKUE U KPMMHUHAIUCTHYECKUE (CyaeOHo-Meaununckue)t. Uto

lKpI/IMI/IHEUII/ICTI/I‘IGCKI/Ie (Cyl[e6HO-Me,III/IIII/IHCKI/Ie) 0asbl JaHHBIX AOBOJIBHO 4acCTO IIPEAoCTaB-
JSOT 61/1006[)8.3].[1)1 Y4CHBIM UId IMIPOBEACHUS HAYYHBIX HCCIICIOBAaHUN. HaHpI/IMep, TakKas Ipak-



Buabl 610N0rMUYecKIX 6a3 AaHHbIX 143

KacaeTcsi HAyYHO-MCCIIeIOBATEILCKIX 0a3 JaHHBIX, TO, KaK ITOKAa3bIBACT aHAIN3
3apyOeXHOTO 3aKOHOIATENHCTBA, HAYIHO-HCCIIEIOBATENBCKIE Oa3bl ITaHHBIX
(6noGanku) ABNSAIOTCS B OOJIBLIIMHCTBE CBOEM HEKOMMepueckuMmu. Tak, B Peko-
Menganusax Komurera Munuctpo EC rocynapctam-uneHaMm 00 McciIeI0BaHU-
sIX OMOJIOTHYSCKMX MAaTEPHUAIOB dYeIOBeUecKoro mpoucxokaenus 2016 r. [6]
IPSIMO 3aKPEIUISIETCS, YTO HMCHOJIb30BaHHE OMOOAHKOM OMOJOrMYECKOro Mare-
puasia He IOJKHO MPUBOJAUTH K (uHaHCOBOH BhIrozae (cT. 6). B To ke Bpems
B Pexomenmanmsx otmedaercsi, 4To rocyaapctBa-wieHsl EC AOMKHBI MPUHH-
MaTh MeEpHI, HalpaBICHHbIE Ha OOECIEUYEeHHE JOCTYyIa YUEHBIX K KOJUICKIIHSIM
OHMOJIOTMYECKMX MaTepUaliOB, YCTAHOBUB JUIS 3TOrO TMPO3PAYHYIO TPOILEIypY.
[Ipu »Tom kaxaast ctpaHa B EC BIpaBe cama OIpeleNnaTs TaKyl MpOoUeaypy.
Hampumep, B Mcnanuu Hay4YHO-HCCIEIOBATEIBCKUN OHOOAHK IPEICTaBIISIET
co00# TocyTapCTBEHHOE MITH YaCTHOE HEKOMMepUecKoe yupexxaenne. buomare-
puaiibl, Xpassiuecs: B 6nodaHke, MpeloCcTaBIsI0TCs MO 3ampocaM 0JI00PEHHBIX
Hay4YHO-MCCIIEI0BATENLCKUX MPOEKTOB. 3ampoc JOJDKEH colepkaTh HH(OpMa-
IIUIO O pa3pabaThBAeMOM IIPOEKTE M 00s3aTEIHCTBO 3aIPAIINBAIOIIETO IEHTPa
Y / UIM MccleioBaTeNel, yuacTBYIOIUX B IPOEKTE, HEe UCTIOIh30BATh 3alpalliu-
BaeMbIii MaTepHall IJs LeJiel, OTIIMYHBIX OT TeX, KOTOphIe yKa3aHbl B 3ampoce.
3anpoc 1okeH ObITh 000peH HAYYHBIM H STHYESCKUM KOMHTETaAaMH OHOOaHKa
[7, 8].

6. ITo MacrTadaM AeATEIBHOCTH OMOIOTHYECKHE 0a3bl JAHHBIX MOYHO II0JI-
pa3JenuTh Ha JIOKaIbHbIC, PETHOHANBHBIE, HAIIMOHAILHBIC M MEXTYHAPOTHBIC.

Hayuno-uccnenoBarensckie 6nonormdeckue 0a3pl JaHHBIX MOTYT OBITH JIO-
KaJIbHBIMH, PETHOHATILHBIMY, HAIMOHATHHBIMHI M MEKIYHAPOIHBIMHA. JIoKanbHBIE
Ouonornyeckue 0a3bl TaHHBIX CO3/Ial0TCS OAHUM CYOBEKTOM MpaBa (YHHUBEpPCH-
TETOM, MEJHMIIMHCKUM YUYPEXKJICHHUEM), COOTBETCTBEHHO, 00a1al0T HEOOIBIION
KOJUTIEKIIUEH OMOOOpas3oB W OMOJIOTHYECKUMHU JaHHBIMH. PernoHanbHbie OHO-
noruveckre 06a3bl JaHHBIX CO3/IAI0TCS, KaK MPaBUIIO, B Pe3yJibTaTe 0ObEAMHEHUS
HECKOJILKUX 0a3 JaHHBIX Ha YpPOBHE OJHOTO pernoHa (cyObekTa). HarmoHnans-
HBIe OWoNormyeckne 0a3bl NAaHHBIX CO3JAIOTCSA Ha YpoBHE rocymapcta. [Ipm
3TOM MOJKHO BBIAETUTH HECKOJIBKO CIOCOOOB CO3JaHM: 110 MHUIIMATUBE TOCY-
JapCTBA WM YaCTHOTO CyOBbeKTa JIM0O B pe3ysbTaTe oObeqUHEHUs 0a3 OaHKOB
Ha ypoBHe cTpanbl. Tak, B 2012 r. B JlaHuM MO WHUIIMATHUBE TrOCYAapCTBa
B Hay4yHO-MCCIIEI0BATENbCKUX LEISAX ObUIM yupexnaeHbl JlaTckuil HalMoHalb-
HbI OMoOaHk M HarumoHanbHbIH peecTp OMoOaHKOB. JIaTCKHH HAMOHATBHBIN
O0nobaHk sBusieTcs «puzmueckumy Onodankom, HanmoHanbHbIA peecTp OHo-
0aHKOB MpencTaBiseT coboil «udpoBoil» Ouodank. Oba OaHka HaxoAATCA
B BEJCHUU T'OCYIapCTBEHHOIO YUYPEXKACHHUS 3APaBOOXPAHEHHS M HAy4YHBIX HC-
CJIEJOBAaHUM, CO3JaHHOrO Inpu MuHHUCcTEepCcTBE 3ApaBoOXpaHeHust [lanun —
Statens Serum Institut (SSI). B Hcmanuu B 2009 r. no mHunmaruse MacTuTyTa
3npaBooxpanenus Kapioca III 6b1a co3nana cetb 6uobankoB (RNBB), cocto-

Tuka umeercs B BemmkoOputannu (URL: https://assets.publishing.service.gov.uk/government/
uploads/system/uploads/attachment_data/file/633915/FINDS-S-023_-_Issue_1.pdf (accessed:
14.03.2021).
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simast U3 39 yupekeHui co Beer VMicnanuu 1 BKITIOUaromas B ceds O0IbHIYHBIC
OMOOaHKW, pPETHOHANIbHBIE CETH, CEeTeBble OMOOAHKH, OMOOAHKH WHCTHUTYTOB
HCCIICIOBAHUS 37I0POBbsI U OMOOAHKH HCCIIEAOBATEIBCKUX IIEHTPOB M YHHBEP-
cureToB. CeTh ObLIA CO3J]aHa C IIEBI0 OKA3aHUs HAyYHOH, TEXHHYECKON U TeX-
HoJorn4eckoi moanepxku npoekraMm HUOKP B o61acT HaAyKu M TEXHOJIOTHI
3IPaBOOXPAHCHHS, & TAKKE CONCHCTBUS Pa3BUTHIO WHHOBALUK ITyTeM MpPeao-
cTaBlieHUs] OMO0Opa3LoB M COOTBETCTBYIOIMX AaHHBIX [14]. B Hunepnannax
C LEJBI0 MHTETPAlliH TaHHBIX U MaTEPHANIOB, YCKOPEHHS UCCIIEIOBAHUS TPUIHH
Y Pa3BUTHSL, JICUCHUS ¥ MPOPHUIAKTHKU 3a00JIeBaHNi ObUIa CO3/1aHa HAITOHAIb-
Has ceTh (KoHcopuuyM) 6uobankoB (Biobanking and Biomolecular Research
Infrastructure — Netherlands (BBMRI-NL)), yyacTHuKamMu KOTOPOH CTaid BO-
CeMb YHUBEPCHUTETCKHX MEIWIIMHCKHUX LIEHTPOB M HECKOJBKO APYTUX HCCIIEIO0-
BaTEIbCKMX HHCTUTYTOB M YHUBEpCUTETOB [15].

Heckonpko 1o IpyroMy myTH pa3BUTHS HAYYHO-HUCCICIOBATEILCKUX OHOJIO-
IHYECKUX 0a3 MaHHBIX HAIMOHAJIBHOTO YpOBHs mornia Mcnanaus. B Hell renetu-
yeckas 0a3a TaHHBIX HAIIMOHAJILHOTO YPOBHS ObLIa co3laHa 0e3 yJ4acTHus rocy-
napctBa OuodapmaneBtuueckoit xommanueit deCODE genetics, cTabiieit
BIIOCJICJICTBUU Jo4YepHel kommanuedt Amgen. CBOM TEHETHYECKHE IaHHBIC
rpaxngane Mpnanmnu nepegaBaiy B 5Ty 0a3y AaHHBIX IO CBOCH BOJIE, TOITOMY
BOIIPOCOB 3THKHU IO UX HCHONB30BAHMIO, KaK MPABUIIO, HE BO3HUKANIO, 32 HC-
kimodeHreM oxHoro. B 1998 r. ITapnament Ucnanauu npunsin 3akoH «O 6aze
JaHHBIX 31apaBooxpaHeHus’» Ne 139/1998, xortopeii npenoctaBuin deCODE
genetics JOCTYI K MEAUIIMHCKAM KapTaM KHUTEIICH CTpaHbI BMECTE C MCKITFOUH-
TENbHOU JHICH3UEH Ha cOOp, BEICHNE U MPOJaXKy MOMYyICHHBIX TaHHBIX. OqHa-
ko B 2003 r. BepxoBHblii cyn Mcnanguu no ucky ee rpaxkaaHku Ragnhildur
Gudmundsdottir, ccpiiasch Ha HEMPUKOCHOBEHHOCTh YACTHOW >KM3HM, BBIHEC
pelIeHre 0 3ampeTe nepenadyn MEAUIIUHCKON KapThl ee TIOKOWHOTO 0THa B 0azy
nanuelx deCODE genetics. HecMoTpst Ha BBeeHHBII 3anpeT, OuodapmarieBTu-
yeckoii komrnanuu deCODE genetics cBouMu cuilaMu yaaeTcsi co3JiaBaTh I'eHe-
THYECKyl0 0a3y HaHHBIX HAIIMOHAIGHOTO YPOBHS, IONYYHBINYIO Ha3BaHHE
«Knnra 06 upmananax» (Islendingabok). Ilo coctosmmio Ha depans 2020 T.
B 3TOH 0a3e coaepxkanack uHGopManus o 904 ThiC. YENIOBEK, YTO COCTABISET
MIPUMEPHO MOJIOBUHY OT 001l YMCIeHHOCTH HaceneHus Mcnananm ¢ MoMeHTa
3aceneHus octposa B IX B. JlocTym k 0a3e MaHHBIX UMEIOT JIUIA, 00IaJaromIre
UCIIAaH/ICKUM UACHTH()UKAITMOHHEIM HOMepoM. CTOHT OTMETHUTB, YTO TeHEeTHYe-
ckas uH(popmanus, cobpaHHas B 3TOH 0aze JaHHBIX, CHI'pajla HEMaJOBAXKHYIO
pOJIb B pa3BUTHUU HAYKU M MeIULUHBI Mcnananm.

Crnemmpuka MEKIYHAPOIHBIX OHOJOTHYECKHX 0a3 TaHHBIX 3aKITI0YacTCs
B TOM, YTO HUX YUYPCAUTCIIAMU BBICTYIAKOT, KaK IIPaBHUIO, MCXKAYHAPOIHBIC Op-
raum3anuy. B kadecTBe mpuMepa MOKHO TipuBecTH bruobank MexayHapoaHOTO
arenrctBa no m3ydenmto paka (The International Agency for Research on
Cancer (IARC) Biobank (IBB)). MexxayHapogHOe areHTCTBO 10 U3yUYCHHUIO pa-
Ka sIBISIETCS 4acThio BceMupHol opraHuzainuu 3apaBooxpaHeHus. Llensio co-
3maHus OmoOaHKa SBISIETCS OKa3aHWE COACHUCTBHSA B MEXIYHAPOTHOM COTPYI-
HUYECTBE IO MCCIICAOBAHUIO paka. buobank comepxur 5,1 MIH OHOJIOTUIeCKUX
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0o0pa3noB oT 562 TrhIc. YenoBek. B nccienoBannu 6nobaHKa NMPUHSIIA YIacTHE
6osee 370 Thic. yenoBek u 4 MitH 00pa3noB. bonbmmHCTBO OMO0OPa3IOB Mpe-
CTaBISIFOT COOOM OMONIOTHYECKUE JKUAKOCTH, BKIFOYAs IIa3My, CBIBOPOTKY, MO-
4y U BeiAeneHHbIe 00pa3ipt JJHK [16].

TepaneBTrudeckue OHOIOTHUECKIE 0a3bl JAHHBIX MOTYT OBITh KaK JIOKAJILHOTO,
PETHOHANBFHOTO, TaK M HAIIMOHAIBHOTO YPOBHA. B OTIHYME OT HUX KPUMUHAJIH-
cTrueckue (CylneOHO-MeTUIMHCKIE) 0a3bl JaHHBIX SBJAIOTCA 0a3zamMu JaHHBIX
HAIIMOHATBHOTO YPOBHS, KOTOPBIE CO3MAIOTCS HUCKIIOUNTEIHHO 110 HHUIMATHBE
rocyzapcTBa. B kauecTBe mprmMepa MOXKHO IIPUBECTH 0a3bl JaHHBIX Bemnkoopu-
Ttanuu, CIIIA u Poccun.

Takum 0o0pa3oM, MPOBENEHHOE B paMKaX HACTOAIICH CTaThbH HCCIEIOBAHUE
MTO3BOJIACT CHIENATh BEIBOA O TOM, 9TO B 3apyOeKHBIX CTpaHaX MPaBOBOMY pery-
JTHPOBAHUIO MOABEPTACTCS HE TOIBKO NESATEIHHOCTh KPIMUHAIMCTHIECKIX (CY-
JNeOHO-MEMIMHCKHX), HO U HAYYHO-HUCCIICMOBATEIILCKUX M TEPAIEBTHYCCKUX
OHOJIOrHYeCKHUX 0a3 TaHHBIX. AHAIOTUYHBIN TOAX0]] K MPaBOBOMY PEryJIMpoOBa-
HUIO0 HEOOXOJMMO 3aKpeluTh W B 3aKOHOAATeNbcTBe Poccuiickoit denepanuu.
[Ipuuem B akTe, onpeaenstonieM NpaBOBOK PEXXUM HAyYHO-UCCIIEOBATEIbCKUX
U TEpaneBTHYCCKUX OMONIOTHYSCKUX 0a3 NaHHBIX, JODKHBI HAUTH OTpa)KCHUE
CIICAYIOIIUE BOMPOCKHL: MOPSAOK UX CO3IAHIS; MOPSAOK HOTydeHHs, 00pabOTKH,
XpaHEHUs U nepenadn 0nooOpas3IoB U MOTYUYESHHBIX HA UX OCHOBE JaHHBIX; IIpa-
Ba M 0053aHHOCTHU co3/aTeneld 06a3 JaHHBIX U JIUI, IPEJOCTABUBIINX CBOW OHO-
oOpaser] U JaHHbIE O ce0e; KOMIUIEKC Mep, HAIIPaBICHHBIX Ha 3aIUTy MpaB U
HHTEPECOB JOHOPOB M TPETHUX JIUII U T.1I.

Kak mpencraBnsercs, ocoboe BHUMaHHE IOIDKHO OBITH YAEJICHO HAaydHO-
HCCIIEJIOBATENIbCKUM OHOIOrHYecKkuM 0Oa3zam aaHHbIX. B Poccum cymectByeT
MPAaKTHKA MO CO3JJaHHI0 HAYYHO-HCCIIEIOBATEIBCKIUX OMOJIOTHYECKUX 0a3 JaH-
HBIX TOJIBKO JIOKaJBHOTO YpOBHsS. OCHOBHOH HEIOCTaTOK TakuxX 0a3 TaHHBIX
3aKJIHYacTCsa B TOM, UTO OHHU SABJIAKOTCA HCTOYHHKaAMU OI'paHH‘leHHOfI 6I/IOJ'IOFI/I—
4yeckoil nHpopManuu 1 GYHKIIHOHUPYIOT HE3aBUCUMO APYT OT APYTa, B TO Bpe-
Ms KaK MCYEPITBIBAIOMIAs (COCPEIOTOUCHHASsI B OJHOM MecTe) HH(pOpMAaIHs MO-
KET MPHUHECTH HEOICHUMEIC MMONb3y M MPEUMYIIECTBA IUIS POCCHICKOW HAYKU
U MEIWUMHBI B 1ejoM. B atoii cBsizu npemnnoxennas [lpesunenrom PO 4 mas
2020 r. B «Ilepeuyne mopydeHU O UTOTaM COBELIAHUS 10 BOIIPOCAM PAa3BUTHUS
TCHETHYCCKUX TEXHOJIOTUI» ues co3nanmst HanmonanbHOH 0236l TeHETHYECKOM
HHpOPMAITIH, KOTOpas cojiepkaina Obl TOCTYITHYIO JJIsl OTEYECTBEHHBIX YUCHBIX
CHUCTEMaTU3UPOBAHHYIO OHOJIOrHYECKYI0 HHPOPMAINIO, TIPEICTABISAECTCS 1EeNeco-
00pa3Hoii. IT0 T03BONIMIIO ObI POcCHU TOCTHYBL 3HAYMTENBHOTO TIporpecca B ce-
pe pa3BUTHS TEHETHYECKHX TeXHOJOruil. Ho 1t sToro morpedyercs, Kak yike
OTMEYAJIOCH BBIIIE, MOATOTOBUTH COOTBETCTBYIOIIYIO 3aKOHOIATEIEHYIO OCHOBY.
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In the world, it is customary to create biological databases of different species. And
initially, the databases for the investigation of crimes were widespread. However, later, when
their potential and benefits, including for medicine, were assessed, the databases for other
areas appeared. Russia was no exception in this regard. Although, in our country, unlike foreign
states, the activities of biological databases based on purposes other than the disclosure of
crimes are practically not regulated in any way.

This article deals with the analysis of legal regulation of biobanks in the Russian Federa-
tion and abroad. Special attention is paid to the classification of biobanks. The purpose of the
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study is to determine the feasibility in the legislative regulation of their activities, as well as
the patterns in such a regulation. To achieve this goal, the authors studied extensive regulatory
material, which included EU directives and national regulations of the EU member states.
The methodological basis of the study was the general scientific and private scientific meth-
ods of research. Of course, such private scientific research methods as the comparative-legal
method and the formal legal method have been widely used.

Due to the comparative legal analysis, it is established that the EU countries have a high
level of legislative activity in terms of determining the legal regime of biological databases.
All countries recognize the specifics of such a legal regime, which can largely be explained by
a special legal nature of biological samples and biological data. In this regard, the following
issues related to the activities of biological databases are reflected everywhere in the EU
countries at the level of law: the procedure for their creation; the procedure for receiving,
processing, storing and transmitting biological samples and the data obtained on their basis;
the rights and obligations of database creators and persons who have provided their biological
samples and biological data about themselves; a set of measures aimed at protecting the rights
and interests of donors and third parties, etc.

As it seems, a similar approach to the regulation of the activities of biological bases estab-
lished not for the investigation of crimes should be implemented by Russia. At the same time,
special attention should be paid to the research of biological databases. In the Russian Federa-
tion, they are created, as a rule, at the local level. Their main drawback is that they are sepa-
rate sources of limited biological information, functioning independently of each other while
comprehensive (concentrated in one place) information can bring invaluable benefits and
advantages for Russian science and medicine as a whole. However, this requires the estab-
lishment of an appropriate legal framework.
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