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AHHOTauusa

[paBoBOE perynMpoBaHmne OTHOLLIEHWIA MO NOBO/Y FeHOMHO MHGOPMALMK B HACTOS-
Lee Bpemst NPOXOAWT CTaINi0 CBOEro CTaHOBNeHMs B Poccuiickoin Peaepaumn, B CBs-
31 C YEM HENb3S TOBOPUTH O BbIpABOTKE OHO3HAUHBIX MOAXO0B K OMPEeAeNEHMNI0 0CO-
6EHHOCTEN rPpaX AaHCKO-NPaBOBOO NX PEMYNNPOBAHNA N BO3MOXHOCTY COBMECTHOIO
MCNONb30BaHNS yKa3aHHON MHbopmaumn. [pr 3TOM MetoLLeecs NOHATE TeHOMHO
nHbopmaumnn, 3aKpenaeHHoe NerasabHo, He NMO3BOSET NOAYUYUTb MOMHYH €ro Xxapak-
TEPUCTUKY KaK 06beKTa rpaskAaHCcKMX npas. He onpeaeneH coBpeMeHHbIM 3aKoHOAa-
TENbCTBOM MPABOBOMA PEXMUM HE TONbKO TEHOMHBIX AaHHbIX, HO 1 BO/bLINX TEHOMHbIX
JaHHbIX, KOTOPbIE MOTYT 6bITb 06pabOTaHbl C MOMOLLLbIO TEXHOMOMMIA MCKYCCTBEHHOTO
MHTeNNeKTa. YUnTblBas BO3PaCTaOLLYH LEHHOCTb FTEHOMHbIX JaHHbIX /1S BCErO Yesno-
BEUECTBA, BAXKHO BbIpaboTaTh CHANAHCUPOBAHHDBINA MOAXO, B PAMKAX KOTOPOTO AO/K-
Ha BbITb 0becneyeHa BO3MOXHOCTb COBMECTHOTO UCMOb30BAHNS TEHOMHBbIX JAHHbIX
Npu YCNOBUM JONXKHONM 32LLNTbI IMUYHbBIX HEMMYLLLECTBEHHbIX U UHBIX MPaB.

Llenbio HACTOSLLErO UCCNEN0BAHMS SBSETCS ONpPeAeneHne 0COBEHHOCTEN COBMECT-
HOTO MCMOMb30BAHUS TEHOMHbIX IaHHbIX. [1pK onpefeneHn rpaxk 4aHCcKo-npaBoBOro
PEXMMA TEHOMHOM MHGOPMALMN U TEHOMHbIX AAHHbIX BAKHO COBAKOCTM GanaHc ny-
BANUHBIX 1 UACTHBIX MHTEPECOB. [1pU OCYLWECTBAEHNN COBMECTHOMO MCMO/b30BaHNS
FEHOMHBIX JAHHbIX AO/XKHbI ObiTb COBMOAEHDI TNUYHBIE HEUMYLLECTBEHHbIE MpaBa ue-
NI0BEKA, Yeil BUonornieckmnii matepman 0bpabartbiBaeTcs C LEbl MoMyYeHns Heob-
XOMMOM FEHETUYECKON MHGOPMALLMI, B TOM UYKC/IE A0XHA ObiTb 0becrneveHa KoH-
braeHUMaNbHOCTb MEPCOHANBHbIX A@HHbIX, @ B CIyYae UX pacnpoCcTpaHeHNs A0NXKHO
ObITb MOMYYEHO COMMACKE HA 3TO MO/b30BATENS B YCTAHOBEHHOM 3aKOHOM MOPAAKE.
Ha ocHoBe npoBefieHHOro 1ccaeioBaHNs CAeNaH BbIBOA O TOM, UTO C/lefyeT pa3rpa-
HWUYMBATH MOHATUE TEHOMHOW MHPOPMAaLUMM O KOHKPETHOM YeNoBEKE U MOHSTHE re-
HOMHbIX JaHHbIX, HA OCHOBE KOTOPbIX OCYLLIECTBASETCS MONYYEHNE FEHOMHON MHGOP-
mauuv o Hem. [eHOMHble JaHHbIE MOTYT COAEPXATbCA B B1ONOrMUECcKoM MaTepuane
uesoBeKa, B CBA3M C YEM BaXKHbIM SBASETCS ONpefeneHve rpaxaaHcKo-NpaBoBoOro
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pexuma BrUoNornieckoro matepuana, a Takxke 0CoObeHHOCTEN NMPaBOBOrO pexuma
AU NPaBOBOTO CTaTyca 61M06aHKOB, B KOTOPbIX MOXET XPaHUTLCS COOTBETCTBYHOLLMIA
BUoN0rMYeckunii MaTepuan YenoBeka, a TakxXe AaHHble, NoNyUYeHHbIE B pe3y/ibTaTe ero
06paboTKy C Lie/Ibto NoNyYeHNs reHOMHOI MHGOpMaLUK.

KnioueBble cnoBa: reHomHas MH(bODMaLWIFI, 60/blNE FTEHOMHbIE flaHHble, 0BbEKT rPaXKAaHCKMX Npas,
6106aHK, COBMECTHOE 1CMO/b30BaHME
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Abstract

The legal regulation of relations concerning genomic information has undergone
several transformations over recent years in the Russian Federation. Not only is
a universal approach towards the regulation of such relations in civil law, including
regarding the possibility of sharing such information, currently lacking, the concept
of genomicinformation remains poorly defined as an object of civil rights. A special

legal regime for big genomic data capable of processing with the help of artificial

intelligence technologies is also lacking in the current legislation of the Russian Fed-
eration. Considering the great potential value of genomic data for all of humanity,
and the need for the sharing of such data, a proposed balanced approach will en-
sure the sharing of genomic data with proper protection of personal non-property-
and other rights. Thus, the present work sets out to identify the specific features

of genomic data sharing. When determining the civil legal regime for genomic in-
formation and genomicdata, a balance between publicand private interests can be

ensured by maintaining personal non-property rights, ensuring the confidentiality

of personal data, and obtaining consent for the dissemination of information in ac-
cordance with the law. However, in order to do this, it is necessary to distinguish

conceptually between genomic information about a particular person and the ge-
nomic data on the basis of which such genomic information is obtained. The civil

legal status of human biological material should be determined along with regula-
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tions for its processing to obtain genomic information at the same time as defining
the legal regime for regulating biobanks in which such human biological material

can be stored.
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BBegeHue

Ha coBpemeHHOM 3Tane pasButng buotex-
HOMOTWI U MeANLMHBI MPU3HAHO, YTO FEHOM-
Has MHpopmauna obnagaeTr CyLIeCTBEHHbIM
NOTEHUMANIOM W UMEET 3HAUMUTE/IbHYIO LIeH-
HOCTb. [1pn 3TOM rpaXKaHCKO-NpaBOBON pe-
KUM T@HOMHOM MHbOPMaLMM NpakTUYeckm
He onpefeneH B 3akoHoAaTenbCTBe. 3Hauye-
HMEe TeHOMHON WMHbOPMaUMK ANg pasBUTKS
61ON0rK, a BCAE[ 3a HEt Y MEAWLIMHCKON Ha-
VKW, TPYAHO NEPEOLEHNTb Ha COBPEMEHHOM
3Tane. YyeHble OTMEYaoT, YTo paclindposka
reHeTMYeckoro Koga B cepefnHe MnpoLioro
BeKa SBWMNACb OCHOBOW ANS CTAHOBAEHUS MO-
NEKYNIPHO BUONOTMMN KakK CaMOCTOATENbHOM
AVCUMNAVHDBI, YTO CUMBOAM3MPOBAIO HAYano
nHpopmatmzaummn B uonorun (Kysmu, 2022,
c. 114). B HacTodulee BpeMs CTpemuTenbHoe
pa3BUTUE COBPEMEHHbIX MOJEKYASPHO-6MO-
NOTUYECKMX U TEHOMHbIX TEXHONOTUIA MNpw-
BeNO K BypHOMY pOCTy O6bEMOB aHHbIX Bbi-
COKOMPOU3BOAMUTENBHOIO  CEKBEHWUPOBAHMS
OHK, uto TpebyeT pasBuTUs aJeKBaTHbIX
KOMMbIOTEPHBIX METOAOB WX aHanm3a, onupa-
OLLLMXCS HA CYNEPKOMMbIOTEPHbIE TEXHONOM NN
(CrnunHa v ap., 2015, ¢. 157).

Mo opuumansHon mHdoOpmauMmM OpraHoB
rocynapcrBeHHon Bnactu Poccuiickon Pe-
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Aepauuuy, CKopocTb pocTa 6a3 AaHHbIX re-
HeTuueckol nHdopmaumm coctaBnsger ot 22
110 41% B rofl, NPOrHO3MPYEMbIii TOA0BO pOCT
BCEX OLMOPOBAHHbIX JaHHbIX B MMpe CoCTa-
BUT Ha npomexyTke mexay 2020 n 2025 ro-
[NaMu ToNbKo 23%.

Ha coBpemeHHOM 3Tane oOTMeyaeTcs,
UTO reHOMHbIE NCCNeN0BAHMNS, UMEtOLLME BaXK-
Hoe nepcrnekTUBHOE 3HaYeHne AN pa3BuTUS
BCcex chep KM3HeaeaTeNbHOCTM uenoBeka,
TEM He MeHee HeCyT 3HauuTeNbHble PUCKM
M Yrpo3bl ANS BCEro YenoBeYeCTBa, B CBA3M
C Yem NOPSAOK MPOBEAEHUS FEHOMHbIX MC-
CnefoBaHWii, UCMOAb30BaHNE UX pe3yabraTa
NO/MKHbI HAXOAWTLCS MOA KOHTPOAEM He Of-
HOro OTAENbHOTO roCyAapcCTBa, a Mex/iyHa-
POAHbIX OpraHu3aumnii, B KOTOPbIX AOMXKHbI
y4acTBOBaTb BCe CTpaHbl Mupa (MopryHosa,
WaxHa3zapos, 2023). B 3Toit cBA3M Hemano-
BaXKHOE 3HaueHMe npuobpeTaeT onpenene-
HMe 0COBEHHOCTEN COBMECTHOMO MCMONb30-
BaHWS reHOMHOW MHBOpMaLLMK, NONyYaeMONn
Ha OCHOBE 06pabOTKM FEHOMHbBIX AaHHbIX.

CneayeT OTMETUTb, UTO B OTEYECTBEHHOM
3aKOHOAATENbCTBE MOHATME T[EHOMHOW WH-
dopmaumm yxe 3akpenneHo. [lon Hen no-
HMUMalOTCA BUMOMETpUYEeckMe NepcoHaibHbe
NaHHble, BK/OYaloOWMe KOAMPOBAHHYD WH-



dopmaumnio 06 onpeseneHHbIX GparmeHTax
[€30KCUPUOOHYKIEUHOBON  KUCAOTbI  GU3M-
UecKoro AnMua WAM HeomosHaHHoro Tpyna'.
OaHako AaHHOE MOHSATVE He NO3BONSET Onpe-
LeMNTb OLHO3HAYHO TPaXXAaHCKO-MPaBOBOW
PEXNM FeHOMHOW MHGOPMALLUW.

Kak un3BecTHo, B rpaXAaHCKOM npa-
Be Poccuiickoin Pepepaunvt MHGopmaLms
HE MPU3HAETCS CaMOCTOSTENbHbIM 0GBEKTOM
TPaXAAHCKMX MpaB, XOTH AaHHAA MO3MLMSA
He BOCMPUHMMAETCH B /AWUTepatype OLHO-
3HaYHO. P yuyeHbIX BbICKa3biBA€T MHeHue
0 HEeobXOAMMOCTM BO3BpallleHUs YNOMUHa-
HMA 06 MHbOpMaLMKM B CT. 128 MpaxaaHCKoro
kogekca Poccuiickoin Pepepaunn (nanee —
K P®) (boraaHos, 2018). [Mpun 3TOoM Npu3HaeT-
s, YTO MHGOPMALMA Kak 6aaro MOXET ABASTb-
€51 06bEKTOM FpaXkAaHCKUX NPaBOOTHOLWEHW A
(Nebenesa, AueHko, 2017, ¢. 166). ipyrue yue-
Hble COrawatTCs C Tem, Y4TO MHPopMaLms
000CHOBAHHO WCK/IHOUEHA M3 NepeuHs 06b-
eKToB, cofepalllerocs B ctaTbe 128 K P®
(PoxkoBa, 2018), MOCKOAbKY OHa MOXET Bbl-
CTynaTb B KayecTBE MHOTO MOMMEHOBAHHOIO
0bbeKTa rpaXkaaHcKmx npas.

Taknum 06pa3zom, MHbOpMaLMS MOXET MMETb
Pa3INYHBIA  TPAXKAAHCKO-MPABOBOW  PEXUM,
B CBSI3M C Yem aKTyasibHbIM Ha CEroAHsLWHURA
LeHb ABIFETCH OnpejeneHne pexuma reHom-
HOW MHpopmaummn. [laHHas npobnema sBns-
€TCs ANCKYCCMOHHON B HayYHOWN InTepaTtype.

[py3HaBas CyWeCTBeHHYIO LEeHHOCTb re-
HOMHOW MHpOpMaUMK, YydyeHble NpUXoAaT
K BbIBO/Y O TOM, UTO OHA MOXET BbITb NCMO/b-
30BaHa B MPOTMBOMPABHbLIX LENIX, B TOM
yncne SBUTbCS MPUUMHOW ANCKPUMUHALNN
yenoseka. OTMeyYaeTcs, 4To MMetoLLeecs B OT-
€YeCTBEHHOM MpaBe peryinpoBaHue He no-
3BO/ISET YUeCTb CNeumduKy reHeTuYeckom nH-
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dopmaumm, COOTBETCTBEHHO, He MOo3BOAgEeT
obecneunTb N HEOBXOAMMYIO 3aLIMTYy OT He-
3aKOHHOTO ee MCMO/b30BaHMs, B TOM yucCae
He 3aliMliaeT OT COBEpLIEHUS ANCKPUMMHA-
UMOHHbIX AEVCTBUIA, HanpumMep B Caydasx oT-
Kasa npwv npueme Ha paboTy, Npu 3aKIUYeHNN
Pa3IMYHbIX BWAOB TPaXAaHCKO-MNPaBOBbIX
[OTOBOPOB M3-32 HauumMs 3ab0neBaHni, Ka-
KUX-ANBO UHBIX TEHETUUECKUX 0COBEHHOCTEN
(PornaHoBa, 2019). B antepatype npvBeseHsl
NpUMepsbl, Koraa reHeTuyeckas MHbopmaums
MOXET CTaTb MPUUYMHON AUCKPUMUHALMN
B TPY/A0BbIX OTHOLeHMax (LLlepbakosa, 2022).
Ocob0 BbIAENAOTCH PUCKN U3TOTOBAEHNS 06-
pa3L0OB KpOBW, C/OHbI Ha OCHOBE reHeTuue-
cKoro npoduns yenoseka, CoAepXallerocs
B 6a3e aHHbIX, UTO MOXET NPUBECTU K habpw-
KauMmM A0Ka3aTeNbCTB HE TOAbKO MO rpaXKaaH-
CKMM, HO 1 Mo yronoBHbiM aenam (boraaHosa,
2019; Yykpees, 2022).

Mpobnembl onpeaeneHns npaBoBOro pe-
XMUMa TEHOMHOR MHbOpMaLMK 9BASIOTCA 06-
LEMMPOBbIMK, BO3HUKAIOT B CBA3M C pa3BUTU-
em BUoOMeANLMHCKMX TeXHONOTUIA B Poccum
1 3a pybexom. B 3apybexHoin nntepatype
OTMeYaeTCs, UTo reHeTnuyeckme TecTbl MOryT
NPUBECTU K MOAYYEHMIO BOMbLIOMO Koanue-
CTBa JaHHbIX, KOTOPbIMI HEOBXOANMO YrpaB-
NATb, WHTEpNpeTMpoBaTh K obecrneumBaTh
Haanexatdyto 3amty (McGuire et al.,, 2008).
MoaaepxunBas HeOb6XOANMOCTb 0becneyeHus
[OCTYNa K JaHHbIM, Pa3MelL,eHHbIM B KPYMHbIX
TEHOMHbIX 6a3ax JAaHHbIX, aKLEeHTMpyeTcs
BHMMaHWE Ha BaXXHOCTM onpeaeneHus cooT-
HOLUEHMS NPEMMYLLLECTB U BO3MOXHbIX PUCKOB
COBMECTHOTO MX 1cnonbzosarua (Balaji, Terry,
2015). Tak ke Kak W OTeYecTBEHHble yue-
Hble, 3apybexHble aBTopbl NpeaynpexaaoT
0 TOM, YTO HeHaanexallee WCNonb3oBaHue

' DedeparbHblii 3aKoH 0m 3 dekabpsa 2008 2. No 242-D3 «O 20cydapcmeeHHol 2eHOMHOU pe2ucmpaiuiu 8 Pocculickoii
Dedepauuu» (c usmeHeHUIMU U doNOAHeHUIMU). Pexium aocTyna: https://base.garant.ru/12163758/
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FEHOMHbBIX [JaHHbIX MOXET OblTb MCMOb30Ba-
HO ANS MAEHTUOUKAUMM TMYHOCTM: NOCKONb-
Ky KaX/bli YeNOBEK MOXET BbiTb MAEHTUDH-
UMpOBaH MO BapuaumMsam B ero reHome, aaxe
6asbl ¢ 06e3ANUEHHBIMU JAHHBIMKA  MOTYT
MCNOMb30BaThCA B COUETAHMM C Apyrummn ba-
3aMU JaHHbIX AN9 NOBTOPHON MAeHTMdMKa-
uvn ueameuaos (Erlich, Narayanan, 2014;
Shringarpure & Bustamante, 2015). Kak
MoKasblBaloT WCCAeA0BAHMS, AUYHOCTb MO-
XET 6bITb MAEHTUGULMpPOBaHa Aaxe no AHK
nanbHux poacteeHHukos (Fearer, 2013). Ta-
KM 06pasom, Mpu MOAYUEHWUM TEHOMHbIX
NaHHbIX  rapaHTMpoBaTb  KOHOUAEHUMANb-
HOCTb MpaKTUYeckn HEBO3MOXHO, B CBSA3M
cyem npeanaraeTca MHGOpMNpoBaTh 06 3TOM
BCEX MWL, KOTOpble MPeaoCTaBAStOT FeHOM-
Hble AaHHble, MonyYas Ux OTKPbITOe cornacue
(Kupersmith, 2013).

BaxkHO 06paTUTh BHUMaHKE Ha TO, UYTO B CO-
BPEMEHHOM OTeYeCcTBEHHOM 3aKkoHoAaTe/Nlb-
CTBE He COAEPXMTCS MOHATUS TeHeTUYeCcKow
nHGopmaLmn. Bobilie B paboTe YyNOMUHANOCH,
YTO N1erasbHO 3aKpenaeHo MoHATME UMEHHO
FEHOMHOW MHpOpPMaLMK KaK BUoMeTpuue-
CKWX MNepCcoHaNbHbIX AAHHbIX, BKIKOYAOLLNX
KOAMPOBaHHYIO WHbOpMaLMio 06 onpeae-
NIEHHbIX  dparMeHTax  [Ae30KCUpuboHyke-
MHOBOW KWUCNOTbI YesoBeka. B cBa3M ¢ Tum
BaXKHO OMpeAennTb COOTHOLIEHWE MOHATUI
FTEHOMHOW U TeHeTMYeckon uHbopmaumu,
a TakxXe OTBETUTb Ha BOMPOC O TOM, MOXHO
/N yKa3aHHble MOHATUS paccMaTpuBaTh B Lie-
N9X OCYLLECTBNEHMS HACTOAWEro nccneaoBa-
HMSg B KauecTBe coBnaatolimx. Yalle Bcero
reHeTuMueckas WHpopmaums onpenensercs
B KayecTBe MHPOpMaLWUM O CTpoeHun ben-
KOB, 32KOAMPOBAHHOW C MOMOLLbIO Mocneno-
BaTENbHOCTU HYKNEOTUAOB — FeHeTM4eckoro
Kofa — B reHax (0cobbiX (YHKLMOHANbHbIX
yuyacTtkax monekyn AHK man PHK). 3710 Ha-
CNefcTBEHHAs MHPopmaums, xpaHauascs
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B BMAE NOCNELOBATENbHOCTEN HYKIE0TULO0B
[OHK (y HekoTopbix BMpycos — PHK), Ha oc-
HOBE KOTOpPOW (GOPMUPYIOTCS, Pa3BMBAOTCA
1 GYHKLMOHWUPYHOT BCE GOPMbI XKU3HM.

B HayyHOWM OpUANYECKON NUTepatype HeT
€0MHOT0 MHEHWS OTHOCUTENbHO TpaXAaH-
CKO-MPaBOBOrO pexXunma FeHOMHOW Unn re-
HEeTUYeCKoW MHPOPMALIMKM, A TakXe OTHOCU-
TE/IbHO COOTHOLUEHMS 3TUX NOHATUI. Yalue
BCEro 3TV MOHATMS oTOoXAecTBAsoTCa (Ma-
nevHa, 2020, c. 50). B 1o xe Bpems aApyrue
yUeHble YKasblBAOT Ha HEOOXOAMMOCTb OT-
rpaHMYeHns TepMmnHa «reHeTudeckas MHGop-
Mauus» OT NOHATUS TEHOMHON MHGOPMAaLLMK
(Bepr n ap., 2021, c. 18). B 3TOM cMbicne cie-
LYET UMETb B BUAY, UTO MOHATUE TEHOMHOW
NHGOPMaLMW 9BASETCS NeraibHbIM U 3aKkpe-
NNEHO B 3akoHe. [eHoMHas WHpopmaLms
MMeeT pexum BUOMETPUUECKMX NepCOHasb-
HbIX JaHHbIX 06 OnpeAeneHHbIX GparmeHTax
N€30KCUPUBOHYKNENHOBOM KMUCAOTHI Uenose-
Ka. [oHATME Xe reHeTu4Yeckon nHGopmMaunm
oTpaxaeT ¢akTUyeckoe CoAepXaHue 3TOoro
TEPMWHA —3TO HaCNeACTBEHHAS MHPOpMaL M
o ctpoerun AHK nan PHK (ans Bupycos). Ta-
KM 06pa3oMm, 3TO MOHATHE HECKONbKO bonee
LWIMPOKOE, XOTS B YacTu nHdopmaunn o AHK
KOHKPETHOro 4enoBeka MOoHATWE TeHeTuye-
CKOW MHbOpMaUMK coBnajaer C ropuanye-
CKMM  TEPMUHOM TEHOMHOW UHpOopMaL K,
B CBSA3M C YEM BO3MOXHO [OMYLLEHWE NCMONb-
30BaHMS  yKa3aHHbIX TEPMWHOB (reHeTuye-
CKOM MHpOpMaLMM U TeHOMHOM WHGOpMa-
UMK) B Lensx onpeaeneHus ocobeHHocTen
TPaXAAHCKO-NPaBOBOro peryanpoBaHus otT-
HOLLEHWI MO NMOBOLY reHOMHOW MHbOPMaLLUK
0 YenoBeke B KaYecTBe TOXKAECTBEHHBIX C TOM
JINLWb OTOBOPKOW, YTO B 3aKOHE WCMOJb3yeTcs
MMEHHO KaTeropusg reHOMHoM nHoopMaLLmm.

B nuTtepatype npu 3TOM MPUHLMUNUAIBHO
pa3rpaHNunBalOTCH MOHATUS TEHETUYECKUX
CBELEHWIA M reHeTuyecknx AaHHbix (bontaHo-



Ba, MimekoBa, 2019). [eHeTuueckme ceepeHms
paccMaTpuBatoOTCS B KayecTBe O4HOro U3 He-
maTtepuanbHbix 61ar — B KauecTBe TalHbl YacT-
HOW XW3HW, reHeTUYeckre AaHHble Mpu 3TOM
ONpefenstoTcs Kak pesynbtaT WHTeNneKkTy-
a7bHOM AeaTeNbHOCTH, a UMEHHO 6a3a AaH-
HbIX. Takum 06pa3om, reHeTuueckas UHdop-
Maums He MpKU3HAeTCs CamoCTOATENbHbIM
06bekToM rpaxaaHckux npas (bontaHosa,
imekosa, 2019).

[eHeTnyeckyto MHGOpMaUMo npeanaraet-
€4 cynTaTh HEeMaTepUaibHbIM 6AArOM, @ UMEH-
HO /IMYHOW WMAN CEMEMHON TAMHON, a Takxe
BK/ItOUATb B MOHATME TaHbl YACTHON XKN3HK
(BorpaHoBa, 2019).

CyliecTByeT noaxof, B pamkax KOTOPOro
npu3HaeTcs BO3MOXHOCTb paccMaTpuBaThb
FeH MW ero YacTb KaK BeLLeCTBO W MpU3HaThb
06beKTOM MaTeHTHOro npasa (M306peTeHus),
OflHAKO MpW 3TOM OTMEYaeTCs, YTO 3HaHue
0 npupode He AOMAXKHO BbiTb MOHOMOAN3M-
pPOBaHO, MOCKOMbKY $IBASETCS OTKPbITUEM.
B cBA3M C 3TUM OTpMUAETCS BO3MOXHOCTb
npu3HaHWa NofobHo MHbopMaUun B Kave-
CTBe CceKkpeTa MpOM3BOACTBA, HOYy-Xay, KpUTU-
KyeTCs BO3MOXHOCTb ee 3acekpeunBaHms, Tak
Kak 3TO0 MPOTMBOPEUNT OBLLECTBEHHbBIM UHTE-
pecam 1 pa3BUTUIO HAYYHOrO 3HAHMS B LIE/IOM.
OTmeuaeTcsd Npu 3TOM, YTO NpeaocTaBneHne
NCKMOUMTENBHOTO MpaBa Ha M306peTeHue,
6€e3yCNOBHO, BNEYUET CYLECTBEHHbIE PUCKM
419 6€30MacHOCTK, 30pOBba 1 Bnarononyums
uenoBeka, uTo TpebyeT 6onee XeCcTKUx npa-
BWUA 06 OTpaHNUYEHNN TaKUX UCKMOUNTENBHbIX
npas. O4HaKko Takxe 0TMeYaeTCcs, YTo A0NXKHbI
6bITb MPeayCMOTPEHbI MexaHU3Mbl, obecre-
yvBatollme CTUMYNbl K NPOBEAEHWNIO nccneao-
BaHMWiA, CO3aHNI0 HOBbIX pa3paboTok B chepe
6UOTEXHONOMNIA. Takme CTUMY/bl B HanboNb-
Wen cTeneHn obecneumsatoTcs WMEHHO COo-
BpPEMEHHbIM MaTeHTHbIM NpaBom (HoBoceno-
Ba, Konb3gopd, 2020).
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BbiCKa3bIBasoCh MHEHME O TOM, YTO reHeTH-
yeckas MHPopmaLmns He LOMKHA CMEeLINBATb-
Csl C UHBIMKU OMOMETPUUECKUMU MEePCOHAb-
HbIMW @HHbIMUK 13-32 CBOMX OCOBEHHOCTEN,
npeanaranocb pacCMaTpuBaTh ee B KayecTse
CaMOCTOSATENIbHOIO BMAA NEPCOHA/bHBIX AaH-
HbIX C OFPaHMYEHHbIM LOCTYMOM B CBS3M C He-
06X0AMMOCTbI0 0becneveHus A0CTyna K Hell
Ha OCHOBE POACTBEHHbIX (KPOBHbIX) CBA3el
TPETBUX NI, C HOCUTENEM Takoh MHPOpmMa-
unn (Tyxxnnosa-OpaaHckas, AxTamosa, 2021).

Takke 060CHOBaHa CX0xas Mo3nLMs O TOM,
YTO CYLWECTBYIOLWLME PEXMMbI MHGOPMALUK
OrpaHMYEeHHOTO AOCTYMNa HEe YUYUTLIBAOT OCO-
OEHHOCTU TEHETUYECKUX AaHHbIX, MOCKOMbKY,
B OT/IMYME OT APYTUX OXPAHAEMbIX B PEXMMAX
NePCOHabHbIX AaHHbIX 1 BpauebHOM TaiHbl
CBELEHWIA, B HEll MOTYT BbITb 3aMHTEPECOBAHbI
n Apyrve uneHbl cembn. lNpu 3TOM npennara-
eTCqd K TeHEeTUYeckon uHbopmMauum npume-
HWUTb MO aHaNorMy MpaBOBOW PEXWM TaiHbl
C Y4eToM 0COBEeHHOCTEN MCTOUHMKA ee Mpo-
NCXOXAEHNA 1 Npasun 06paboTkum (Pacconos,
Yybykosa, Mukyposa, 2020).

Taknum 06pa3om, CerofiHs rpaxaaHcko-npa-
BOBOM  pPEXWMM  TEHOMHOW  MHbOpMaLMK
He gBNSEeTCH BMOMHE OnpefeseHHbIM B Len-
CTBYIOLLEM 3aKOHOLATENbCTBE, YTO BbI3bIBAET
B HayKke AWMCKYCCUMM O ee topUANYeCKon mnpu-
pofe. TpebyeT yTOUHEHWS COOTHOLIEHME
Pas3NNYHbIX MNOHATWUIA (FEHOMHOW WHOpPMa-
LN, TeHEeTUYECKON MHGOPMALLMK, TEHOMHbIX
NAHHbIX, TEHOMHbIX CBELEHWI), MOCKOAbKY
B CMeumanbHom autepatype HeT eLunHOro
MHeHUs 06 UX COAEPXaHUM U COOTHOLWEHUN.
OfHako ykasaHHasi npobnema He ABAfeTCS
€4VNHCTBEHHOW.

YBennuerne obbema reHOMHOM UHOp-
Malu® Ha COBPEMEHHOM 3Tane Mno3BoageTr
BbIAENMTL TaKylo KaTeropuio, kKak 6onblive
rTeHOMHble [aHHble. B 3Toi cBA3W B nuTepa-
Type pasrpaHMynBaeTcs MpaBOBON PeXuM
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FTEHOMHbBIX [aHHbIX, KOTOpble HEOOXOAVMbI
NS MAEHTUOUKALMN KOHKPETHOIO YenoBeka,
B CBA3M C YeM OHM MpuobpeTaoT NpaBoBoi
peXNM NepPCoHabHbIX aHHbIX, a Takxe npa-
BOBOWN pexum 60/blNX 06BHEMOB FEHOMHbIX
JAHHbIX, KOTOpble 06€31MUNBaTCa U NPUo6-
peTaloT NpaBoBOW PEXWUM BONMbLINX TEHOM-
HbIX AaHHbIX (/lucaveHko, 2022). CneayeT
OTMETUTb, UTO 6O0/blUNE TEHOMHblE AaHHblE
MO CBOEM CyTU CXOXM C KaTeropueit 6oabLLINX
NlAaHHbIX, OIHAKO 3TOT TEPMUH Takxe onpeje-
NSETCA NO-pa3HOMY, a cami 60/blIME JaHHblE
TpebyIoT yTOUHEHNS 0COBEHHOCTER X NpaBoO-
BOrO pexuma.

OTmeuaeTcq, UTo BoNbLIe AaHHbIE KaK MaC-
CMBbl MHPOPMALLMM UCMONBL3YIOTCS ANA NPUHS-
TIg 060CHOBaHHbLIX pelleHnin (data-driven);
A9 TOrO YTOBbI X COBpaTh U NpoaHaNN3npo-
BaTb, MPVMEHSIOTCA CeLasibHble TEXHONOM MK,
npexpie BCEro TeXHOMOrUKU WCKYCCTBEHHOTO
WHTENNeKTa, a TakXe pasfnMuHoe 060pyao-
BaHMe (Makapos, 3yiikosa, 2022). bonblune
NlaHHble ONpeaenaoTcs He TONbKO B KauecTse
UMGpoBOM MHDOPMALMK, HO N B Ka4ecTBe
COOTBETCTBYIOLIMX MHPOPMALIMOHHbBIX — Tex-
HOMOMUIA  — TEXHONOMMIA  «MCKYCCTBEHHOIO
NHTENNeKTa», C MOMOLLLbI0 KOTOPbIX OCYLLEeCT-
BAAIOTCA MPOLLECChl, METoAbl Moucka, cbopa,
XpaHeHns, 06paboTku,  MNpeaocTaBaeHUs
1 pacnpoCcTpaHeHns MHGopMaumn, ynpasne-
Hue 6asamu aaHHbix (Bacunesckad, Moayso-
Ba, Tacanos, 2023, c. 13—14).

B uenax onpeseneHua 60MbLINX AaHHbIX
Kak 06bekTa rpax/aHcKux npas cheayet
VMETb B BUALY, UTO OHW SBASHOTCA C/IOKHbIM SIB-
NIEHNEM: cofiepXKaT B cebe pasnnuHble JaHHbIE,
Tpebytolye cbopa, XpaHeHus u obpaboTku,
a Takke TeXHoNormyeckne peLleHns, nprmeHs-
emble 419 U3BNeYeHns U3 COBPaHHbIX AaHHbIX
HEeobX0AMMO MHbOPMALIMN 1 ee aHaNN3a.

B nuTepaType BbicKasbiBanacb Mo3MLMS
0 TOM, UTO 6OAbLIVE AAHHbIE MOXHO paccma-
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TpMBaTb B KayecTBe WHPOPMALMOHHOWK YC-
AyTn, KpoMe TOoro, mpeanaranocb npusHaTb
MX HOBbIM OBBLEKTOM MHTENNEKTYanbHOMN
COBCTBEHHOCTY, KOTOPbIA B HacTodllee Bpe-
M$ ellle He 3akpenneH B 3aKOHOAaTe/bCTBe
(Ceprees, TepeuieHko, 2018). O6ocHoBaHa
no3unums 0 6oAbLINX AaHHbIX Kak O CAMOCTO-
ATeNbHOM  CAOKHOM  €AVHOM  HeaenMMOoM
0bbekTe (eANHOR TEXHONOM W), B COCTAB KOTO-
pOro MOryT BXOAMUTb pa3nyHble OXpaHsaemble
pe3ynbraTbl  MHTENEeKTyabHOW AesTenbHo-
cTn, Bnarogapa KoTopbiM 60/blUMe AaHHblE
NpeacTaloT nepea Hamu kak 6asa AaHHbIX.
O693aTeNbHbIM 31eMEHTOM BObLINX JaHHbIX
paccMaTpuBaeTCs UCKYCCTBEHHbINA UHTENNEKT.
MpeanaraeTca BKAOUATL 6O/bLIME AaHHbIE
B MepeyeHb pe3yabTaToB MHTEANEeKTyalbHON
neatenbHocTyH, 3akpenneHHsii B [K PO (Bacu-
nesckag, Moay3oea, Tacanos, 2023, c. 18—19).

CeroaHsa rpax/AaHCKo-NpaBoBOM pexunm
6OAbLIMX AaHHbIX HE OMpeaeneH 0HO3HAUYHO
B npaBe Poccuitckoit Pepepaumm, 4o 3aTpya-
HAeT onpefeneHne 0cobeHHOCTel ocyLlecT-
B/IEHMA MpaB Ha HKX, B TOM UYnCie 0COBEHHO-
CTW YX COBMECTHOrO MCMONb30BaHKS.

B 3apybexHoit nAnTepatype OTMeuvaeTcs,
uTO Co3JaHne HONbLINX 6a3 FEHOMHbIX AaH-
HbIX COMPSIKEHO C CYLLECTBEHHbIMM 3aTPyAHe-
HUSMM, MOCKONbKY MPaKTUYeCkn HEBO3MOXHO
MX arpermpoBatb B OJHOM LEHTpann3oBaH-
HOM XpaHWuLle, B CBA3W C YEM HEKOTOpble
opraHmsaumm, Hanpumep rnobasnbHbl anbaHC
B chepe reHoMWKM U 34paBOOXpaHEHMS
(Global Alliance for Genomes and Health),
MCMOAbB3YIOT Tak HasbiBaeMyto denepaTuBHYo
MOfeNb MOCTPOeHNa 6asbl AaHHbIX. OgHako
B paMKax 3TOi MOAENN TPYAHO BbIABUTb Ay6AN-
pOBaHMe AaHHbIX, B CBA3M C YeM Npeanaraercs
npucBamMBaTh YHUKabHble WAEHTUPUKATOPSI
MBO MO3BOAWTbL YUACTHUKY ajibsHCA KOHTPO-
MPOBATb AOCTYN K CBOEH MEeAMUMHCKON WH-
dopmaumn (Terry, Shelton, Biggers, Baker, &



Edwards, 2013). 9T1 BapuaHTbl NpeanaraeTcs
Takxe kombuHuposarts (Balaji, Terry, 2015).

CnefyeT OTMETUTD, UTO LieNblo MobanbHoro
anbsHca B chepe reHOMUKM 1 34paBOOXpaHe-
HUs, obbeanHsolero 6onee 5000 YaCTHbIX
JILL M OpraHm3aumnii, paboTtalolmx Haa yayu-
WeHMemM 3[0pOBbS YenoBeka, MpOBO3Ma-
WeHo onpejeneHne cTpaTerum, CTaHLapToB
Y MOMUTUYECKMX PaMOK ANS NOAAEPXKN OT-
BETCTBEHHOTO M06aNbHOMO MCMONb30BaAHNS
TEHOMHbIX M CBSI3aHHbIX C HUMUW MEANLMHCKNX
NaHHbIX. Hanpumep, oaHUM K3 uneHos [no-
6a/bHOrO anbaHca B chepe reHOMUKK 1 34pa-
BOOXpaHeHus aensetcs Parseq Lab (. CaHkT-
NeTepbypr). [aHHas nabopatopus 3aHUMaeT-
€Sl BTOM Uncie pa3paboTKoii, MPOM3BOACTBOM,
MOCTaBKOM W BHeapeHveM WHGPACTPYKTYpbl
N9 XpaHEHMS W aHaAM3a reHOMHbIX LaHHbIX.
OAHVM U3 [OCTMXEHUIA KOMNAHWUK SBASETCS
cosgaHne SeqDB LOVD — obuiefocTynHoi
cneumann3anpoBaHHoi 6asbl AaHHbIX, CoAep-
Xallen MHGOpMauUmo O KIMHNYECKON 3HAYM-
mocTu BapuaHToB B reHe CFTR, 1 co3gaHHow
COBMECTHO C MeaunKo-reHeTYeCcknm Hayuy-
HbIM LeHTpom (MITHLL, MockBa).

Takum o0b6pasom, B HacTosllee Bpems
dakTMyeckn Mpu3HaeTcs  HeobXOAMMOCTb
COBMECTHOIO  MCMO/Mb30BAHMS  TE€HOMHbIX
JaHHbIX Pa3NNUHbIMK CyObEKTaMU ANs Aajb-
Hellero pasBuTHA NpexJe BCcero BUoTexHo-
NOTUIA, MepCoOHANV3NPOBAHHOW MeANLMHI,
npeun3noHHol mMeanmumnHel. pn 3ToMm ocTa-
l0TCS1 He BMOJIHE OnpeAeNeHHbIMU tpuanye-
CKMe OCHOBbI COBMECTHOIO WCMOMb30BaAHMS
FEHOMHBbIX AaHHbIX, UTO 0BYC/I0BAMBAET aKk-
TyanbHOCTb Tembl wnccnefoBaHus. CeroaHs
B rpaxxJaHckom npase Poccum He onpeneneH
O[HO3HAYHO NPaBOBOW PEXNUM F€HOMHOW UH-
dopmaumm, HeT neranbHoro onpeaeneHns re-
HOMHbIX JaHHbIX, 6OMBLINX FEHOMHbIX JAHHbIX,
B CBS3W C Yem 3aTpyAHSeTCs MOWCK OTBeTa
Ha BOMPOC O BO3MOXHOCTM W MPaBOBbIX OCHO-
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BaHMAX UX UCMO/b30BAHMS, O AOMYCTVMOCTH
WAW  HeAoMNyCTMMOCTW CBOBOAHOrO 060po-
Ta TEHOMHbIX AaHHbIX, OOMbWUX TEHOMHbIX
JaHHbIX, O BO3MOXHbIX MpPaBoBbiX Gopmax
OBLIECTBEHHbIX OTHOLIEHUI, B pamKax KOTO-
PbIX MOXET BbiTb OCYLLECTBAEHO COBMECTHOE
MCMONb30BAHME TEHOMHbIX 1 BONBLINX FeHOM-
HbIX AHHbIX.

Llenblo nccaenoBaHus aBageTcd onpeaene-
HUE OCOBEHHOCTER COBMECTHOTO WCMO/b30-
BaHMA FEHOMHbIX AaHHbIX. [18 AOCTUXEHNS
YKa3aHHOW Len HEOBX04MMO PELLNTb LIE b
P4 3adad, Cpeau KOTOpbiX onpefeneHue
FPaXAaHCKO-NPaBOBOTO PeEXMMA TEHOMHbIX
[aHHbIX; OMnpefeneHne rpaxaaHcko-npaBo-
BOTO pexuma BONbLNX TEHOMHbBIX AAHHbIX;
BbISB/IEHWE OCOBEHHOCTER OCYLIECTBAEHUS
M 3aWNTbI MPaB MO MOBOAY FEHOMHOR WH-
dopmauu; BbIAENEHWE NPABOBLIX GOPM 06-
LECTBEHHbIX OTHOLIEHWI, B pamMKax KOTOPbIX
[OMYCKAETCS BO3MOXHOCTb COBMECTHOMO UG
NO/Mb30BAHMSA FEHOMHBIX AaHHbIX, B TOM UUC/Ie
BO/bLWNX TEHOMHbBIX JAHHbIX.

MeTtoaonorus

WccneposaHne 6Gasupyetca Ha o63ope
M aHanu3e MOMOXEHWIA topuanUYeckmnx, buo-
NIOrNYeckmx, MeanuUMHCKMX, KOMMbIOTEPHbIX
HayK; M3y4yeHUn 3MMUPUYECKOro maTepuana,
B TOM UMC/Ie MaTepUanoB CynebHOM NpakTUK.
OCHOBHbIMWM MeToAaMn WCCAeA0BaHUS SBU-
nch obliedunocobekme METOAbI AedyKLUUK
(M3yueHne obLLMX NPaBOBbIX MONOXEHWIA 1 UX
NpUMeHeHNEe K KOHKPETHbLIM B1AAM 06bEKTOB
rpaxxaaHckux npap, Npex/ie BCero Hemare-
puanbHbIM - Baaram), WHAyKUMKM  (M3yueHue
0COBEHHOCTER MPABOBOTO PEXKMA FEHOMHbIX
JAaHHbIX 1 MOCAeAyIoLee BblAeNeHre 0BLLIMX
NPUHUMMIOB), aHanM3a, a Takxe crneumanb-
Ho-topuAanYeckne metoabl: GopmanbHO-OpU-
NNYECKUA, OPUANYECKOTO MOAEeNpPOBaHMS
N METO[ CPaBHUTEILHOMO NPaBOBEAEHNS.
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PesynbraThbl

PaccmaTpuBasi COOTHOLLEHNWE KaTeropwii «re-
HOMHas MHHOPMALUA» U «TEHOMHbIE AaHHbIE,
cnefyeT OTMETUTb, YTO B POCCUIACKOM 3aKOHO-
NlaTeNbCTBE CaM TEPMUH «MHbOpMaLMs» onpe-
NenseTcs yepes noHgTve CBeAEHUI, OTOXAeCT-
BASEMOE C MOHATMAMU COOBLLEHWA, AaHHbIX
B Ntoboi popme npesoctasneHns. Cneumany-
CTbl YKa3blBaOT, YTO KOrAa-To MHbopmaumen
CTann HasblBaTb AaHHblE, U MpU OTHOCUTENb-
HOW MPOCTOTE CYLLECTBYIOWMX A0 HeLaBHero
BPEMEHW CUCTEM 3TO HE BbI3bIBANIO HUKAKMX
npo6aem, MOCKOMbKY HE WMENO 3HaueHus
O NPAKTUKK pasfeneHve NOHATUI «4aHHble»
N «<MHPOpMaLLMs». TeM He MeHee B CBSA3M C pas-
BUTUEM W YCNOXHEHUEM WHOOPMALMOHHbBIX
cnctem  GYHKUMM YenoBeka ¥ KomMbtoTepa
OblIN UETKO pacnpefeneHbl, U3-3a Uero yxe
ceiluac TpebyeTcs bonee veTkoe onpeneneHve
NOHATUIA «AaHHblE», «<MHDOPMaLNS», a Takxke
BbISIBNEHME WX COOTHOWeHNs. VIHpopmauumio
Npu 3TOM paccMaTpuBatoT Kak 0603HayeHve
COofEepXaHus, BOCMPUHMMaEMoe ¥ MOHUMae-
MOe uenoBekoM. Takum 06pasom, MHdopma-
LMs Npex/e Bcero Heobxoanma 19 Yenoseka,
KOTOPbIA 06N1aAaeT UyBCTBAMM, CMOCOBHOCTS-
MU, OMNbITOM, 3HaHUAMK 1 T.n. (MannubiH, 2018,
C. 46). laHHble Npu 3TOM ABAFIOTCS MPOCTOW
COBOKYMHOCTbIO CBEAEHWI, KOTOpble QUKCK-
pYyIOTCS Ha OMNpefeNeHHOM  MaTepuasbHOM
HocuTene B Gopme, NPUTrOAHON ANS MOCTOSH-
HOroO XpaHeHus, nepegaun u obpaboTku. Ta-
KM 06pa3om, 0c060 OTMEUAETCS, UTO TEPMUMH
«[aHHble» NpomncxoamnT oT cnosa data — dakT,
a «mHdopmaums» (informatio) o3HauaeT pasb-
ACHEHWE, M3NOXEHWe, B CBA3N C Yem UHOp-
MaUMio MOXHO paccmaTpuBaTb B KadyecTse
pesyasTaTa NnpeobpasoBaHna, 06paboTki aaH-
Hbix (KansarvHa, Pasymos, 2014, c. 4).

Takum 06pa3om, UCXOAS U3 YKa3aHHbIX pac
CYXAEHWIA, reHomHas uHbopMauns MOXeT
ObITb MOJyUEHA Ha OCHOBE 06PaboTKM 1 aHa-
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/32 TeHOMHbIX AaHHbIX. OUYeBWAHO, AaHHble
MOTyT 6biTb MOMYYeHbl B CBA3WM C 06paboT-
KO/ 6MONOrMYeckoro matepuana 4enoBeka.
B cTaHaapTHbIx TpeboBaHUsX onpeaeneHb
SNEMEHTbI IaHHbIX U HEOBXOAUMbIE AN HUX
MeTafaHHble 419 BbINOAHEHNUS CTPYKTYpUpO-
BaHHOrO OTYeTa O KAMHUYECKOM FEHOMHOM
CEKBEHMPOBAHWM NS 3aHECEHWS B 3NEKTPOH-
HbIl MeANLMHCKMIA apXMB C YNIOPOM Ha reHOM-
Hble laHHble, CO3[aHHble MOCPEACTBOM TeXHO-
NIOTVN CEKBEHMPOBAHMS HOBOTO MNOKONEHMS.

B HacTosuwee Bpems vHdOpMaLMS MOXET
ObITb 0GBEKTUBMPOBAHA B pamKax rpaxmaaH-
CKMX NPABOOTHOLLEHWI B Ka4ecTBe NOMMEHO-
BaHHbIX B IPaXK[aHCKOM 3aKOHOAATeNbCTBE
06BEKTOB, B CBA3M C YeM B KaXOM KOHKpET-
HOM C/ydyae rpaxAaHCKo-NpaBoBON pexmnm
TOrO MM MHOTO BMAa MHdOpMaUMK onpese-
NINETCA UCXOAS W3 ee 0COBEHHOCTEN — 13 TOrO,
Ha OCHOBE KaKMx AaHHbIX OHa Oblna nosyue-
Ha, MOMM M OHW CBOBOAHO MepeaaBaThbCs
OT 0fIHOMO NMLA K Apyromy An6o TpeboBann
YCTaHOBNEHNS TEX WM MHbIX OrpaHnyeHuii,
ABNAIOTCA M 3TW JaHHble DPEe3yNsTaToM WH-
TeNnekTyanbHo  AesTenbHOCTH — uenoBeka
MbBo He 067aAatoT TakUM MPU3HAKOM 1 T.M.
OT yYCTAHOBAEHMS TEX UM MHbIX CYLLECTBEH-
HbIX uepT MHdOpMaLMK 3aBUCKT onpefaene-
HWe ee rpax1JaHCKO-NPaBOBOro pexmma.

Vicxoas w3 NOHATUS TeHOMHOM MHOopMa-
UMK, 3aKpenneHHoro B 3akoHe, OHa npej-
CTaBngeT coboi pasHOBUAHOCTb BUOMETPU-
UECKMX NepCOHasIbHbIX AaHHbIX, B CBA3M C Uem
Ha ee rpax[JaHCKO-NPaBOBON PEXWUM Heuns-
6exHoe BANSHWE AOMXEH OKasblBaTb rpax-
NAHCKO-NPaBOBOM  pexXMM  MepcoHabHbIX
NlAaHHbIX, KOTOPbIA TakXe Ha CEerofHsLWHN
NeHb He onpefeneH oAHO3HauHo. [MoHaTWe
reHeTMYeckon MHbopMaLMmn B AEACTBYIOLLEM
OTEUECTBEHHOM 3aKOHOAATENbCTBE He 6Obl10
3akpenneHo. [pu 3Tom B 3apybexxHoM npa-
Be reHeTuyeckne JAaHHble OMNpeaensoTcs



Kak MepcoHasbHble AaHHble, OTHOCAUWMECS
K YHacnedoBaHHbIM WM MPUOBPETEHHbBIM
reHeTMyeckMm  xapakTepucTnkam  dusnye-
CKOTO /1L, KOTOpble SBASKOTCS pe3y/ibTaToM
aHanu3a 6uonornyeckoro obpasta, B3STOrO
Yy AaHHOro Gu3myeckoro aMua, B 4acTHOCTM,
XPOMOCOMHOIO aHa/n3a, aHanmsa Ae30KCK-
pnboHyKenHoBon kucnotsl (AHK) uan pu-
60HYKAEeWHOBOM KncnoTbl (PHK), nan aHanmsa
LpYroro snemeHTa, NO3BOMFIOLLEE MONYUYNTb
3KBMBANEHTHYO MHGOpMaumio. B antepatype
oTMeyaeTcs, YTo «B KnTae reHOMHble AaHHble,
KOTOpble COoAepXaT MepcoHasibHble WAEeHTU-
duumMpoBaHHble cBeaeHNS (B TOM uucie 06-
paTUMO 06e3NUEHHbIE AaHHbIE), TakXKe Moj-
najatoT Noja AeCTBME LLeNoro psaa npaBoBbIX
aKkToB, Kacawouimxca 06paboTkM nepcoHanb-
HbIX AaHHbIX» (Chen, Song, 2018).

VIHGopMaums 0 yenoBeke, MMYHblE AaHHbIE
0 HEM CEerofiHs 3allMLLEHbl MONOXEHMAMN 3a-
KOHOAATeNbCTBA O MEPCOHa/bHbIX AaHHbIX,
KOTOpble OMpeAensoTca B KayecTBe 0600
NHOOPMALMY, OTHOCALLENCS K NPSAMO UK KOG
BEHHO OMnpeAeNeHHOMY UaK onpeaensemomy
dursmueckomy anLy (CyebeKkTy NepcoHanbHbIX
NaHHbIX). B 3aKkoHe Takxe packpbiBaeTcst no-
HATWE BUOMETPUUECKMUX MEPCOHANbHbIX AaH-
HbIX KaK CBeAEHWI, KOTopble XapakTepusytoT
dvsmonormyeckmne n bUonoruueckme 0cobeH-
HOCTW 4enoBeKa, Ha OCHOBAHUM KOTOPbIX
MOXHO YCTaHOBWTb €ro NMYHOCTb. [Tpn 3ToM
cnefyeT UMEeTb B BWAY, YTO B AEVCTBYIOLLEN
cynebHoOM npakTuKe He MpuU3HaKTCa Nepco-
Ha/bHbIMK aHHbIMK CybbekTa Kakue-nnbo
JaHHble, ynomaHyTble 6e3 ykasaHus gonon-
HUTENbHOW MHGOPMaLMK O GaMUINK, UMEHMU,
OT4YeCTBe, MO3BONSIOWEN BHE BCAKMX COMHE-
HWU NpUBSA3aTb MPUHAANEXHOCTb AAHHOW WH-
dopmMaLnn KOHKPETHOMY UenoBeky (CybbekTy
NepCoHaNbHbIX AaHHbIX).

VIHdopmauns, cocTaBngowlas nepcoHasb-
Hble AaHHble, AeACTBUTENbHO, MOXET BbiTh 06b-
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eKTMBMpOBaHa B KayeCTBe COCTABHOW YacCTu
HemaTepuaibHbIX 61ar, 6eCLeHHbIX 1 YHUKa b
HbIX, nepeyeHb KoTopbix B CT. 150 K PO He sB-
NAeTCH 3aKpbIThiM. Hanpumep, Takas nHopma-
LLMsI MOXET ObITb 06bEKTMBMPOBaHA B KaUeCTBe
Takux 6nar, Kak HeNpUKOCHOBEHHOCTb YaCTHOM
XXW3HW, NYHas TaiHa. 1o NoBOAY yKa3aHHbIX
HemaTepuaibHbIX  61ar BO3HMKAIOT NNUHbIE
HeVMyLLLeCTBEHHbIE NMPaBOOTHOLWWEHMS, Coaep-
XaHMeM KOTOpbIX SBASIOTCS NpUHaAnexalimne
4eNoBEKY OT POXKAEHNS, HEOTAENMMbIE OT HEro,
HenepeLaBaeMble ¥ HeOoTYyXaemble NYHbIe
HeVMyLLLeCTBEHHbIE MpaBa, He noanexalimne
CTOVIMOCTHOW OLLeHKe.

Tem He MeHee cerofHs nepcoHanbHble AaH-
Hble, B TOM 4ucie BGroMeTpuyeckme nepco-
Ha/lbHble JaHHble, MOTYT BbiTb UCMOMb30BAHbI
WNHBIMU VLMW, B TOM YMCaE B LENSX UAEHTU-
dukaumm uenoseka. B uacTHocTH, BriomeTpu-
Ueckue MepcoHasbHble AaHHble MOryT 6biTb
MCMNONb30BaHbl YNPAaBOMOYEHHbIMU AMLAMMY,
yKa3aHHbIMW B 3aKOHe, AN8 YCTaHOBAEHWS
JMYHOCTM yYesoBeka, XoTa ux 06paboTka
TpebyeT, No obliemy npasuy, ero cornacus
B MMCbMeHHON dopme. B cooTBeTcTBUM C 3a-
KOHOM O FTeHOMHO perncrTpaunv aaHHas ae-
ATEeNbHOCTb  OCYLLECTBASETCH  YKa3aHHbIMM
B 32KOHE rocyAapCcTBEHHbIMI OpraHamMm 1 yy-
PEXAEHWUAMU W BKtOUAET B Cebsl NonyyeHwe,
YUET, XpaHeHve, UCNoab30BaHuWe, nepepavy
1 YHUUTOXEHME B1ON0rMYecKoro Matepuana,
aTakxe 06paboTKy reHOMHOR MHGOpMaLLK.

Takum o06pasom, onpeaenss crneunduky
1 Ccamy BO3MOXHOCTb MCMONb30BAHMS FeHOM-
HbIX [aHHbIX, KOTOPblE COAEPXKAT FeHOMHYHO
MHOpMaLMio, 061aJatolLyl0  MpH3HaKamu
NepCOHanbHbIX AaHHbIX, HEBO3MOXHO 060MTH
CTOPOHON Mpobnemy onpeaeneHus nx npa-
BOBOTO pexunma, a Takxe npobaemy 3alimThl
JIMYHbIX HEVMY LLLECTBEHHbIX NpaB.

[eHOMHas MHGOpMauMsg MO CBOEW CyTU
npencTaBaseT coboi nepcoHanbHble AaHHbIE,
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KOTOpble MOTYT BbITb 06BLEKTNBMPOBAHbI B Ka-
UecTBe HemaTepuanbHbix 6aar kak 06bekToB
rpaxaaHckux npas. B aTom cmbicne npago-
BOM pexum HemaTtepuasbHbix 6aar no3so-
nseT B 6oAbLUER CTENEHN 3aLLMTUTL YACTHblE
MHTEpeCchl Mpu OCYLLECTBNEHUN AesaTenbHO-
CTV C WUCNONb30BAHMEM TEHOMHbBIX AAHHbIX,
Koraa peyb MAET O BO3MOXHOCTU MAeHTUU-
LUMpOBaTb CyBbekTa MepCOHaNbHbIX AaHHbIX
c nomotuibto 6uometpun. OuyeBuaHo, nep-
BOHAUa/bHbIA AOMNYCK K COOTBETCTBYHOLLEN
MHGOPMaLIMK, BO3MOXHOCTL ee cbopa, Mno-
cnepyollein 06paboTki U pacnpocTpaHeHns
BO3MOXEH My YCAOBUW COBM0AEHNS MNUHbIX
HEeMMYyLLECTBEHHbIX MPaB COOTBETCTBYIOLLErO
cybbekTa, NonyyeHuns ero cornacus Ha obpa-
60TKYy ¥ pacnpocTpaHeHue MoayUYeHHOR re-
HOMHOW MHGOPMALLUW.

OfHako nMpu Takom MOAXOAe OCTaeTcs OT-
KPbITbIM BOMNPOC O BO3MOXHOCTU AafbHenwe-
r0 MCNOMb30BAHUSA TEHOMHOW WHbOpMaLmu,
Tem 6ofee COBMECTHOM €€ MCMOb30BaHuK,
HOpPMMPOBAHUM Pa3INUHBIX BAHKOB AaHHbIX,
coAepxallnx gaHHble 0 Yyenoreke. Hackonbko
3T0 3TUYHO M AOMYCTUMO?

Kak oTmeuaeTcs B iMTepatype, BHyTPEHHNE
NpOTMBOPEUNs MeXAY YacTHbIMW WHTepeca-
MW KOHKPETHOrO MHAMBMAA U NYyBANYHbIMM
MHTEpECamu, C KOTOPbIMI CBA3bIBAETCSH HEOO-
XOAMMOCTb 06pabOoTKM B LENSX COBMECTHOIO
NCNOMb30BaHUA TEHOMHbIX AaHHbIX, TpedyeT
BbIPaBOTKM KOMMNEKCHbBIX MEXANCLIMNANHAP-
HbIX MOAXO/0B, OCHOBAHHbIX Ha MPaBOBbIX
N BUOITUUYECKMX HOPMAX, CTaBSLLMX BO /1a-
By yrna yenoseka M AOCTOMHCTBO WUYHOCTU
(KpbinaToBa, 2021, c. 41).

[pv 3TOM NpU3HaeTCs CylleCTBEHHOE 3Ha-
YyeHwvie AN pas3BUTUS MeanLMHBI, Npexae Bce-
0 NePCOHNOULIMPOBAHHON MeANLIMHBI, CO0p,
06paboTka ¥ fAanbHeilee WUCNoAb30BaHMe
nHdopmaumMm O reHome uyenoBeka W MoNy-
YeHHbIX Ha OCHOBE ee M3y4yeHWs 3HaHWIA. Ta-
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KM 06pasom, obecrneunsas 3aLuTy INUYHbIX
HEUMYLLIECTBEHHBIX NpaB Yenoseka, cemyer
TakXXe y4YecTb W 3HayeHue MoNyYeHHOW WH-
bopmaLnmn AN AanbHERLWEro pasBuTUa Bce-
ro yenoBeuyecTsa. B cBA3M C 06LLECTBEHHON
3HAUMMOCTbIO FEHOMHOV UHPOPMALUK B MO-
cnefHne AecaTMneTns NpoBOAUTCS akT1BHAA
paboTa MO CO34aHMI0 Pa3NNUHbIX GAHKOB
LLaHHbIX TEHOMHOW MHGOPMaLLMK KaK B HaLLew
CTpaHe, Tak 1 3a py6exoMm.

Cnepyet uMmeTb B BUAY, UTO KaTeropus 6uo-
6aHKa ynoMuUHaeTca B AENCTBYIOLLIEM OTeye-
CTBEHHOM 3aKOHOAATeNbCTBE. B yacTHOCTH,
YKa3blBAETCH, UTO BMONOIMYECKNI MaTepuan,
KNETKW, KNETOUHbIE NMHWUWU, WCMONb3yEMble
[N19 POV3BOACTBA BUOMELNLUHCKUX KNETOY-
HbIX MPOAYKTOB, a TakXe caMiu bromMeanLuH-
CKME KNETOYHbIE MPOAYKTbl AOMKHbI XPaAHWUTb-
s B yCNOBUAX BUOBAHKOB, 06eCcneynBaloLLnx
coxpaHeHue ux BUOAOrMYECKNx CBOWICTB
M NpefoTBPALLAOWMX UX UHGULMPOBAHWE
1 3arpasHeHne. Takum obpasom, BrobaHku
CO3/4210TCA HE ANS XPaHEHWA HEMOCPEACTBEH-
HO MHbOpMaLMK, a Npex/ae BCcero Ang xpa-
HEHWA COOTBETCTBYIOWMX 6UOMaTepPUanos,
BUOMEANLMHCKMX  KNETOUHBIX  MPOAYKTOB
1 T.N. BrMobaHku opraHmsyiotca cybbekTamu
0bpalleHns  BUOMEANLMHCKAX  KIETOUHbIX
NPOAYKTOB AN8 XpaHeHus 61010rmyeckmx
06bEKTOB 1 BUOMEANLMHCKUX  KNETOUHBIX
NpoaykToB. [py 3TOM B HOPUANYECKON NnUTe-
paType 6M06aHKM paccMaTpuBaloT B Kaue-
CTBE C/IOXKHbIX OOBLEKTOB MPaXAAHCKMX Mpas,
COCTOALLLMX U3 KONNEKLMN BUONOTNUECKIX Ma-
Tepuanos (Bellen) 1 6a3bl gaHHbIX (IMekosa,
2021). OaHaKo Takxe 0TMeYaeTcs, 4To TepMUH
«ON0baHK» B OTEUECTBEHHOM MpaBe WCMO/b-
3yeTcd Kak And obo3HaueHns obbekToB, Tak
1 Ansg obo3HauyeHuns cybvekToB npasa (bana-
wosa, 2023). bruobaHkom npeanaraeTcs cun-
TaTb OPUANYECKOE NLIO HE3ABUCUMO OT ero
OpraHy3auoHHO-NPaBoOBOA GOPMbI, NPOdGEc



CMOHAMbHO 3aHMMatolleecs CHOpoM, TecTu-
poBaHMeM, 06paboTKO, XpaHeHWem Groma-
Tepuanos yenoBeka M ux dukcaumnen B base
NAaHHbIX, a TAKXe JOMNOAHUTENBHO — HayUYHbIMM
nccnefoBaHuamn 1 (Man) npeaocTaBneHnem
6romatepuana GUNYECKUM 1 IPUANYECKUM
Anuam Npu onpeaeneHHbIX yCI0BUAX 3a NaaTy
unn 6e3posmesgHo (ManenHa, 2020, c. 114).
3apybexHble uccnefoBatenn Takxe npu-
3HAIOT, UYTO OOMEH TEeHOMHbIMK [JaHHbIMK
W NaHHbIMK, CBS3AHHBIMW CO 3[0POBbLEM,
AN9 BUOMEANLIMHCKMX MCCNefoBaHNi UMeeT
KMoUeBoe 3HaueHve 4n9 obecneyeHms nocTo-
AHHOrO Mporpecca B obecneyeHnn 340poBba
n 6narononyuns venoseka (Knoppers, 2014).
[1pn 3TOM NOA COBMECTHbIM MCMONb30BaAHMEM
NaHHbIX NpeanaraeTcs NOHWMaTb nepegady
JAHHbIX WM 0BMEH UMM MeXay Monb3oBa-
TeNdMM, MAWM KOraa OHWM MNpefoCTaBASoTCS
BTOPWUHbIM MCCnenoBaTeNd M IMBO OTKPbITO,
AMBO Mpu ONpeaeneHHbIX YCI0BUAX A0CTY-
na. PaspabatbiBaloTca OCHOBOMonaratwLlime
NPUHUWNL 0BMeHa TFEHOMHbIMU  AaHHbIMM
N MEAMUMHCKUMW  [AaHHbIMK, CBSI3AHHbIMU
CO 30POBbEM YenoBeka, B YaCTHOCTM, K HUM
npefnaraeTcs OTHOCUTb YBaXKeHWe OTAeNb-
HbIX Jl0AeN, CeMbM W COOBLIECTBA; MpU3Ha-
HVe nepeaoBblIX WUCCAENOBAHMA U HayUHbIX
3HAHWIA; COAeNCTBME 3[40pOBbIO, 6aarono-
JY4N0 U CNpaBeAMBOMY pacrnpeeneHmnto
61ar, ykpenneHue gosepus, Noaaepkka yecT-
HOCTWM W1 coTpyaHuuectBa. OCHOBHbIMK 3/1€-
MEHTaMW OTBETCTBEHHOTO OBMeHa AaHHbIMM
yKasblBalOTCA MPO3payHoCTb 06MeHa; noaoT-
UETHOCTb OOMEHa; B3aMMOAENCTBME MeX Ay
yyacTHMKamn obmeHa; obecreueHne Kade-
cTBa M 6e30MacHOCTM AaHHbIX; KOHOUAEH-
UMANbHOCTHK, 3alWMUThl AaHHbIX, B TOM 4nc/e
BO3JepXKaHue OT M06bIX MOMbITOK MOBTOPHO
NAEHTUPUUMPOBATL 0BE3NNUEHHbIE [JaHHbIE,
3a UCK/IIYEHMEM CyyaeB, Korda 3T0 MpsmMo
paspelleHo 3akOoHOM; aHaan3 COOTHOLIEeHMS
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puCKa M MOJb3bl; pacrno3HaBaHve u aTpuby-
LMI0; YCTOMUMBOCTb; 06pa3oBaHue 1 npodec
CMOHaNbHas MOArOTOBKa; AOCTYMHOCTb U pac
npocTpaneHnue (Knoppers, 2014).

Takum 06pasom, onpesensss OCHOBbI CO-
BMECTHOIO WCMO/b30BAHNA TEHOMHbIX [aH-
HbIX, CIEAYET pas3rpaHnuMBaTh KaTeropuio re-
HOMHOW MHpOpMaLMM Kak BUOMETPUYECKIX
NePCOHabHbIX AAHHbIX, KOTOPbIE UMEIOT pe-
XUM HEMATEPUATbHbIX /AT, HEOTUYXAAEMbIX
N HEeOTAENMMbIX OT yesoBeka. Takag MHOOp-
Mauus He MOANEXWUT Mepefade Heomnpese-
NEHHOMY KpYTY NnLL, MOXET 6bITh 06paboTaHa
1 pacnpocTpaHeHa TONbKO MpW HaaUuMmU Co-
racus Ha 3To cybbekTa NepcoHaNbHbIX AaH-
HbIX. T1py 3TOM C/eflyeT COrnacuThCs C MHe-
HUEM TEX YYEHbIX, KOTOPbIE BbICKA3bIBAIOTCS
32 BO3MOXHOCTb Mepefayn Takon nHdopma-
UMM 6AM3KMM POACTBEHHMKAM, OBOCHOBAB-
WUM HeobXoAMMOCTb ee MojyUeHus, B YacT-
HOCTM, LENbI0 BbIpabOTKU MHAMBUAYANLHOO
NepcoHann3nMpoBaHHOIO NOAX0AA B eUeHUH
TOr0 WM WHOro 3aboseBaHus C y4eTom Ha-
CNeaCTBEHHbIX 0COBEHHOCTEN.

Mpy 3TOM [aHHblE O reHoMe YenoBeka,
KOTOpble JAOMKHbIM 06pa3oM 06e3inyeHs
1 He NO3BONAOT UAEHTUGULMPOBATL CyObek-
Ta, MOTYT BbiTb BK/IIOYEHbI B OTKPLITYIO 6a3y
[aHHbIX, NPUIOAHYIO A8 COBMECTHOTO UG
No/Mb30BaHUS HEONPEAENEHHbIM KPYroM /NLL,.
B 3TOM CMbIC/Ie MOXHO COMACKUTbCS C MHe-
HMEM O BO3MOXHOCTM 0O6bEKTUBALIMM TaKMUX
JaHHbIX KaK COCTABHOM YacTu 6a3bl AaHHbIX,
NCKNIYMTENbHOE MPaBO Ha KOTopyto ByaeT
npuHaanexarb Auly, OpraHW3oBaBlIEMY ee
cosfnaHvie. Bosbline reHomHble AaHHble, Ta-
Knum obpasom, byayT coyeTaTb B cebe ane-
MEHTbI 6a3bl JAHHbLIX 1 PA3INUHBIX PELIEHW,
npex/e BCEro CBA3aHHbIX C MCNO/b30BaHNEM
TEXHOMIOMMIA  UCKYCCTBEHHOMO  MHTENNeKTa
Ana 06paboTki 60bWOro 06bemMa AaHHbIX.
Mcnonb3oBaHue camoi 6a3bl AaHHbIX MOXET
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BbiTb OCYLECTBNEHO HA OCHOBAHUU JNLIEH-
3MOHHOMO [10r0BOpa C Mpasoobaagatenem,
npefocTasneHne MHOOpMaLWy Ha OCHOBE
06paboTKM cogepxKallnxcs B 6a3e reHOMHbIX
JaHHbIX MOXET BbITb CBA3AHO C 3aK/I0UEHNEM
[0roBopa 06 oKkasaHum ycayr no npeaocTas-
NEHNI0 MHPOpMaLUN.

[eHOMHblE AaHHbIE MOTYT GbiTb MONYYEHDI
Ha OCHOBe 06paboTKM BUONOTNUECKUX MaTe-
pUasnoB YenoBeka (TKaHu 1 BblAENEHUS Ueno-
BEKa WAW ero Tesa, CoAepxaline reHOMHY0
MHOOPMALIMIO), KOTOPbIE MOTYT XPaHUTHCS
B 6uobaHkax. Takum obpasom, creayeT oT-
rpaHNuMBaTL NPABOBOM PEXMM H6a3bl JAHHBIX,
CoAEepXallX TEHOMHbIE AaHHble, OT MpaBo-
BOrO pexuma 6rnonornyeckoro martepuana
1 brobaHKa, B KOTOPOM OH MOXKET HH3NYECKH
XPaHUTBCS.

Aunckyceus

CnenyeT MMeTb B BUAY, UTO UAES COBMECT-
HOrO  MCMOMb30BAHWUS TFEHOMHbIX AaHHbIX
He SBNSETCS OAHO3HaYHO npw3HaHHOW. Ce-
FOLHS  YeN0BeYecTBY MPeACTOUT  peLlunTb
NPUHUMAMANBHBIA  BOMPOC O BO3MOXHO-
CTU LeNUTbCs 3TOW MHOpMaLMen, KoTopas
no3BongeTr MAeHTMOUUMPOBATh YenoBeka
W onpeaennTb NNYHY0 MHGOPMALMIO O HEM,
VMEIOLLYIO PEeXMM MEepCoHaNbHbIX AaHHbIX
Kak HemaTepwanbHoro bnara.

C ofHOI CTOpOHbI, HakonaeHve MHGopma-
UMM O YenoBe4vyeckom (U He TONbKO) reHome
NO3BO/UT MOBANbHO peWwnTb MHOTME Mpo-
671eMbl, B TOM YMC/e CBA3aHHble C pa3paboT-
KOW 1 BHELPEHWMEM HOBbIX METOAOB AMArHo-
CTUKU W NIeYeHNs Pas3anUHbIX 3ab0neBaHUi.
Kak oTmeuaeTcs B AnTepaType, nNpaBo Yeno-
BeKa Ha MosyYeHne nosb3bl OT HaykW gBAs-
eTCcs PUANYECKN AEACTBEHHBIM U Hanaraet
NO3UTUBHblE 0653aTENbCTBA Ha OpraHbl B/a-
CTW W Ha YacTHbIX aul,. [1peanonoxmTensHo
JaHHOe NpaBo BKtOYaeT B cebs pasinyHbie
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npaga, B TOM 4MCae MpaBo McCaenoBaTenen
Ha [JOCTYM K COOTBETCTBYIOUIMM CBEAEHUSIM.
B KOHTEKCTE WMHTEHCMBHbBIX WCCAeA0BaAHMI
B 06/1aCT1 3/paBOOXPAHEHNS 3TO MPaBO MO-
XKET Takxe OCHOBbLIBATHCS Ha APYrux mpaBax
uefoBeka, TakMx Kak MpaBo Ha 340pOBbe,
Ha npoueccyanbHyto cnpaBeinBOCTb, 3anpeT
NVNCKPYMMHAUMK, NPaBo Ha CNpaBeanBbIi
[nocTyn v KoHduaeHumansHocTb (Knoppers &
Thorogood, 2017, p. 53-57).

YueHble, B TOM Unc/ie 3apybexHbie, MpusHa-
10T, UTO aHaNTUKA BOMbLWNX AaHHbIX MOXET
YAYYLINTL pe3ynbTaTbl JeYeHUsl nauMeHTOoB,
NPOABWHYTb U MepCoHaM3npoBaTh NeveHue,
YAYYLINTb B3aVMOOTHOLIEHNS MEeAMLMHCKNX
opraHusalunmn, nedyawmx Bpadvert C nauneH-
TamMn ¥ COKpaTUTb MeAMUMHCKME PacXOAbl
(Wang, Alexander, 2019, p.17).

[1pv 3TOM OTMeyaeTcs, YTO MCMoNb30BaHMeE
BONbLINX AaHHbIX, B TOM Yucae 6oblInX re-
HOMHbIX laHHbIX, B 3paBOOXPaAHEHN CONpsi-
XEHO C TPyAHOCTAMM Npu cbope, XpaHeHun,
COBMECTHOM MCMNONb30BAHUN, MOUCKE U KX
aHanmze. Cuctematmnsaums AaHHbIX U UX NHTe-
rpauns —eule oaHa npobnema (Reddy, Kumar,
2016). HenpepbiBHbI pPOCT AOCTYMHbIX re-
HOMHbIX laHHbIX 1 CBA3aHHblE C 3TUM 3ddek-
Tbl AHHOTUPOBAHNS TEHOB, A TAKXe OLINOKM
B aHa/M3e 1 B MPOBOAMMbIX dKCMEPUMEHTAX
caenanv aHanms GyHKUMOHaNbHbLIX 3deKToB
C MCMOAb30BaHMEM BbICOKOMPOW3BOAMNTEb-
HbIX METOAOB CEKBEHWMPOBAHMS CNOXHON pa-
6oton (Belle et al., 2015).

[lpy 3TOM OCHOBHbIM [OBOAOM MPOTMB
cB06OAHOMO 06pallEeHNs TEHOMHbIX AAHHbIX,
npexje BCero H6OMbLWIMX TEHOMHbIX AAHHbIX,
YKa3blBaloTCa npexpe BCero pucku ans 6eso-
MacHOCTK rocyaapcTaa v 06LWecTBa B LEOM.
Mpu3HaeTca, YTo pUCkK OT CBOBOAHOMO 0bpa-
WEHWS reHOMHOW MHGopMaLmMmn nexar aaxe
He B MHAMBMAYaNbHOW MNAOCKOCTM MCNONb-
30BaHMS NEPCOHUPUUNPOBAHHOM MAN MOA-



faowencsd nepcoHnduKaumm reHoMHOM WH-
dbopmaumn, a B 061aCTH «6ONLLINX FEHOMHBbIX
LaHHbIX», Laxe eCcan Te WHAMBUAYATbHO
AHOHUMHbI, HO MOTYT BbITb CTPYKTYPUPOBaHbI
MHbIM 06pa30M, HaNpuUMep Mo pervoHam mno-
nyyeHuns 6uomatepmanos (JlncaueHko, 2022).

3aknueHue

Ha ocHose MpoBefeHHOro nccaesoBaHus
OTHOLIEHWIA MO COBMECTHOMY WCMO/b30Ba-
HUIO TEHOMHbIX AaHHbIX MOXHO CAeNaTh Psij
BbIBO/OB.

1. B Hactoduiee Bpema rpax/aHcko-npa-
BOBOM PEXMM FEHOMHbIX AaHHbIX He onpe-
JeNeH OfHO3HAYHO B AENACTBYIOLWIEM 3aKO-
HOAATebCTBE, UYTO Bbi3bIBAET PSJ, BOMPOCOB,
CBA3AHHbLIX C BO3MOXHOCTBIO OTHECEHUS WX
K 06beKTam rpaxaaHcKux npas UAN TONLKO
K 0bbeKkTam nyBanUHbIX MPaBOOTHOLWEHW.
Mpw 3TOM ciefyeT OTrpaHnUMBaTL KATETOPUIO
FEHOMHbIX JaHHbIX OT KaTeropuiy reHoMHOM
MHGOPMALMM  KaK Pa3HOBUAHOCTY 6Brome-
TPUYECKMX NEPCOHATbHBIX JAHHbIX: TEHOMHAS
MHOPMaLNA, NCX0aA U3 ByKBaAbHOMO TOMKO-
BaHUSA AENCTBYIOLWNX HOPM OTEYECTBEHHOIO
3aKOHOAATENbCTBA, MOXET ObiTb OTHECeHa
K HemartepuanbHbiM 6aaram Kak ofbekTam
FPaXAaHCKMX MpaB, COOTBETCTBEHHO, 3Ta
nHbopmaLma cama no cebe CBA3HA C JWY-
HOCTbIO, MOXET BbITb 06paboTaHa K pacnpo-
CTpaHeHa TOMbKO MPU YCNOBUW MOAYUYEHUS
ero cornacus. [eHOMHbIE aHHble, Ha OCHOBE
06paboTKN KOTOPbIX MOXET BbiTb MOMyUYeHa
reHoMHas MHGopmaLng, MoryT 6biTb 06e3nu-
UeHbl U B CBA3M C 3TVUM YTPaumBaloT PEXnUM
NePCOHa/bHbIX AAHHbIX.

2. Bonblune reHoMHble faHHbIe Takxe Tpe-
OYIOT ONpedeneHns nx rpaxkaaHcko-npaso-
BOTO pexuma, npobnematuka B 3Toi chepe
CBA3aHa C onpeaeneHrem nNpaBoBoro pexmma
BONbLINX AAHHbIX, KOTOPbIE MOFYT BbITb 06b-
eKTVBMPOBAHb B KauyecTBe COBOKYMHOCTU

Irina Z. Ayusheeva
Civil Regulation of Genomic Data Sharing

6a3sbl JaHHbIX 1 COOTBETCTBYIOLLMX PELIEHW,
CBSI3aHHbIX C MCMO/b30BAHNEM UCKYCCTBEHHO-
ro HTeNNEeKTa AN9 aHaN13a 6ONbLINX AAHHbIX,
Takum 06pa3om, B Bonbliei cTeneHn 60/b-
WKWe TeHOMHbIe [aHHble MOryT mpuobpecTy
pexum pesyasrata WMHTeNNeKTya bHON Aes-
TeNbHOCTH.

3. B cBS3M C BbllWeyKa3aHHbIMK BbIBOAA-
MW  MOXHO MpM3HATb, YTO OCOBEHHOCTH
OCYLLECTBNEHWS W 3alLMTbl NpaB Mo MOBOLY
FEHOMHOW MHPOPMALMM CBSI3AHbI, MPexXae
BCErO, C OCOBGEHHOCTAMU OCYLLECTBAEHUS
1 3alLMTbl IMYHBIX HEUMYLLECTBEHHbIX MpPaB
Ha HemaTepuanbHble 6nara. OcyulecTBaeHVe
npaB Ha reHOMHYyl0 WHGOPMaUMIO CBA3AHO
C BO3MOXHOCTbIO MPefoCTaBNaTb paspelle-
HWe Ha ee 06paboTKy 1 Nepeaady, B TOM uncie
MHBIM IMLLAM, HA OCHOBE MNCbMEHHOIO Cora-
cns cybbekTa NepcoHaibHbIX AaHHbIX; TakUm
06pa3om, pacnpocTpaHeHue TeHOMHON WH-
dopmaumm BO3MOXHO MpW YCAOBUM MONY-
YeHMs MWUCbMEHHOrO cornacus GU3nNYeckKoro
avua Ha at1o. OrpaHunyeHne 3Toro npaBa mMo-
XeT BbITb JONYLLEHO TONKO MO OCHOBAHUSIM,
npeaycMOTpeHHbIM deaepanbHbiM 3aKOHOM.
VHble nnua 06s3aHbl BO3AePXKMBAThCS OT BCS-
KOro HapylleHus npas cyGbekTa nepcoHab-
HbIX AaHHbIX.

4. [eHOMHbIE IaHHble 1 6OMbLINE TEHOMHbIE
NaHHble, 06BLEKTMBMPYEMblE B KauyecTBe pe-
3ynbraTa MHTEeNNEeKTyanbHOW AesTeNbHOCTH,
NO3BOASHOT OMNYCTUTb 06OPOT UCKKYUTENb-
HbIX MPaB MCMONb30BAHMSA COOTBETCTRYHOLLMX
06bEKTOB; Takum 06pa3om, COBMECTHOE WC-
MONb30BAHNE TEHOMHBIX AaHHbIX B LENOM
[ONYyCTUMO, B TOM YWC/IE HA OCHOBE NNLLEH-
3UOHHbIX  J0roBOpOB. WHbopmaums, nony-
ueHHas B pesynstate 06paboTKM FeHOMHbIX
NAHHbIX, BObLIWX TEHOMHbIX JAHHbIX, MOXET
6bITb NMpefoCTaBNeHa Ha OCHOBE [0roBopa
06 0KasaHuW ycayr no npeaocTaBeHMo UH-
dopmaummn. YKasaHHbI MPaBOBOW pPEXUM
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rpa)K,ﬂ,aHCKO-I’I paBOBO€ peryimpoBaHmne COBMECTHOIO UCMO/1Ib30BAHUA TEHOMHDbIX AIdHHbIX

B HanbonblUel cTeneHn byaeT cnocobCTBOBaTL
nporpeccy nepcoHann3nMpoBaHHOM, Npeumnsmn-
OHHOWV MeAULIMHbBI, PA3BUTUIO HayKu 1 Brome-
ONUMHCKNX TEXHONOT WA

S. Tem He MeHee cieayeT UMeTb B BUAY,
4TO B HacTosllee BpeMs FeHOM uenoBeka
He gBNFeTCs MCCNeOoBaHHbIM 0 KOHLA, HET
O[IHO3HAYHbIX OTBETOB Ha BOMPOCHI O NOCNea-
CTBMSX €ro paclundpoBKK, MNOCAEACTBUIX
ero V3MeHeHus, BMellaTeNbCTBa B NpUPOAY
yenoBeka. IJTO MOPOXAAET CYyLWEeCTBEHHbIE
orpaHuyeHvs Ang uccnegosateneil, B TOM
yncne Npu onpeaeneHny NPaBoBoro pexxnma
FTEHOMHbIX [AaHHbIX 1M BO3MOXHOCTW WX CBO-
60 HOr0 COBMECTHOrO MCMOb30BaHUs. B caa-
31 C BbICKA3aHHbIMK B Hayke OMaceHusamu,
CBA3aHHbIMK C YKa3aHHbIMKU O06bEKTUBHbIMM
OrpaHuMyeHnsMn Npu NpoBeAeHUN Uccaeao-
BaHWS, MpU NOCTAHOBKE W OLIEHKE BbIBOAOB,
cnefyeT UMeTb B BUAY, UTO B C/lydyae BbisiBne-
HUWS Yrpo3 /19 YenoBeyecTsa nNpu CBOOBOAHOM
MNCMNONb30BAHUN TEHOMHbIX AaHHbIX cneayeT
Takoe CBOOOJHOE COBMECTHOE WCMO/b30Ba-
HMe orpaHnunTb. B 3TOM CBA3M BO3MOXEH
KaK MOAHbIN 3anpeT Ha NPOBeAeHNE KaKUX-11-
60 WCcCneaoBaHWin B ykasaHHoW cohepe, Tak
1N OrpaHuyeHve uccnefoBaHWin angd AOCTU-
XEeHWUs MONe3HON Lenun, npudem Kak oblie-
NONE3HOW, TaK 1 NONE3HOW A% KOHKPETHOTO
MHAMBMAA, YTO AO/KHO OUEHMBATbCS MHAM-
BMAYaNbHO B KaXA0M KOHKPETHOM C/yyae
MCMONb30BaHUS  COOTBETCTBYIOLLETO 0Obek-
Ta. Takum 06pasom, B 3TOM C/lyyae AonycTy-
Mbl OrpaHuyeHns Mno Cy6GbeKTHOMY COCTaBy
CKNaAbIBAIOWMXCS NO MOBOLY COBMECTHOrO
MCMNOMb30BAHMS FEHOMHbIX AaHHbIX MPaBOOT-
HOLWEHWNN.
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OrpaHunuyeHus

B pamkax npoBeAeHHOro uccnefoBaHus
OblIM NPOAHANM3MPOBaHbI OCHOBHbIE Hauasna
1 0COBEHHOCTH FPaXkAaHCKO-MPaBOBOMO pery-
IMPOBaHMS OTHOLIEHMIA MO COBMECTHOMY WC
MONb30BAHMIO TEHOMHbIX AaHHbIX B Poccum, Ko-
TOopble CNOCOBCTBYIOT HOPMUPOBAHWMIO Cpefp
[l0Bepus, onpeaeneHsl NpUopuTeTHbIE HanpaBs-
JIEHWSI Pa3BUTMS OOLLMX MONOXKEHUIA FpaxaaH-
CKOro 3aKOHOAATeNbCTBa B ykaszaHHoO chepe.

O6bemM HacTOALLErO UCCNeN0BaHMA He Mo-
3BO/I9eT 6onee AeTajbHO PacCMOTPETb MPo-
6nembl TpaHChHOPMaLMK OTAENbHbBIX UHCTUTY-
TOB IPaXAaHCKOro npaa, 06CayKMBatoLLmx
noTpebHOCT COBMECTHOMO MCMOMb30BaHUS
FeHOMHbIX IaHHbIX, B CBS3M C YeM B AajbHel-
Wwem npeanonaraeTcs NpoaoxeHue paboTsl
B J@HHOM HamnpaB/ieHWM, B 4YaCTHOCTU MCCae-
[IOBaHMe npobaeM pasBUTUS OTAENbHbIX MH-
CTWUTYTOB AOrOBOPHOrO Npasa.

CnegytolwmMmMn  BaXKHbIMK  3ajadyamyt  9B-
NA0TC  OnpefeneHne KOHKPETHbIX LiaroB
18 POCCUICKOrO 3akoHogatens M npaeo-
NpUMEHUTENS B HamnpaBNeHUM MOBbILEHMUS
3hPEeKTMBHOCTM MPaABOBbIX MeEXaHW3MOB 3a-
LTl MpaB y4aCTHWKOB OTHOLUEHMIA B Cdhe-
pe COBMECTHOro MCMONb30BaHUSA TE€HOMHbIX
NaHHbIX, a TakXke GOPMUPOBAHME HOBbIX
1 NepecmMoTp AENCTBYIOWLMX NPaBOBbIX HOPM,
perynpytoLmnx obLLeCTBEHHbIE B3aMMOCBSI3M
npV COBMECTHOM WCMOMb30BAHMNN TEHOMHbIX
[aHHbIX; BbIpaboTKa NpeanoxeHunii no 06HoB-
NIEHWI0 POCCUMINCKOTO 3aKOHOAATeNbCTRA B CBS-
31 C Pa3BUTUEM HOBEMLLIMX BUOMEANLINHCKMX
TEXHOMOTUIA 1 HEOBXOAMMOCTbLIO KOPpPeKTu-
POBOK OTAE/bHbIX MHCTUTYTOB rpaXkaHCkoro
npasa B yCNOBUAX COBPEMEHHbIX BbI30OBOB.
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