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Pe3stlome. B paboTe npeanpMHUMaETCA NOMbITKA NPOAHANM3MPOBaTb MEXAYHAPOAHO-NPABOBbIE aKTbl, B KO-
TOPbIX BbIpaXKatoTCA NOAXOAbI M MPUHLMMbI, HAaNpPaBAEHHbIE Ha PeryainpoBaHne obpalleHna reHeTUYECKUX U
reHOMHbIX SAHHbIX, B TOM YMcae cemelHbix. Ha mexayHapoaHom ypoBHe 06paboTKa reHeTUYeCcKUX U reHom-
HbIX SAHHbIX PEr1aMeHTUPYeTCA B paMKax bosee 06LLero peryimpoBaHuA ynpasaeHus gaHHbiMU. Mexay Tem
MMELOTCA LLOKYMEHTbI, NOCBALLEHHbIE HenocpeacTBeHHO 06paboTKe reHOMHbIX AaHHbIX. B cTaTbe npoBoguTCA
aHa/IN3 KOHKPETHbIX MeXAYHapoaHO-NPaBOBbIX 4OKYMEHTOB, B TOM YUC/le B COOTHOLWEHNN C COOTBETCTBYIO-
LWMMW aKTaMK Ha ypoBHe Poccuiickon Pegepaumu. Mo ntoram uccneaoBaHUA AeNatoTcsa BbIBOAbI, CBA3AHHbIE
C BO3MOXHOCTbIO UCMO/Ib30BaHNA MeXAYHapOAHO-NPaBOBbIX MOAXOA0B B OTeYeCTBEHHOM 3aKOHOAaTe IbCTBE.
OTMeueHo, 4YTo 60/IbLUMHCTBO MOMbITOK PEryIMPOBAHMA BbIPAXKAIOTCA B HOPMAX KMATKOTro Npasa», YTo BNOJHE
COOTBETCTBYET CTaZMM PA3BUTUA PaCCMaTPMBAEMbIX OOLLECTBEHHbIX OTHOLIEHMI. Bce aKTbl, HanpaBaeHHbIE Ha
pernameHTaumio 06paboTKM reHeTUYECKMX U TEHOMHbIX AaHHbIX, HaLeneHbl Ha Nouck banaHca MHTepecos pas-
JINYHBIX COLMANbHBIX FPYNM 1 B Nt06OM ciydae Ha NOMCK BanaHca mexay Ny6ANYHbIMU U YaCTHbIMM (MHAWBK-
AyanbHbIMKU) MHTEpecamu. PaLMoHanbHoe, C y4eTomM MHTepecoB Poccuitickoit degepaumnm ncnonb3osaHme noa-
X0A,08B, CGOPMYNIMPOBAHHbIX Ha YPOBHE MEXAYHAPOLHbIX OPraHM3aLuii, NO3BONUT Pa3paboTaTb NPeasIoKeHUA
Mo COBEPLUEHCTBOBAHWUIO BHYTPUIOCYAAaPCTBEHHOO PeryMpoBaHuA B yKaszaHHOM chepe.
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Handling of Family Genetic and Genomic Data: An International Legal Aspect

Aleksey V. Kubyshkin
Kutafin Moscow State Law University (MSAL)
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Abstract. The paper attempts to analyze international legal acts that express approaches and principles aimed
at regulating the handling of genetic and genomic data, including family data. At the international level, the
processing of genetic and genomic data is regulated as part of a more general data management regulation.
Meanwhile, there are documents devoted directly to the processing of genomic data. The paper analyzes specific
international legal documents, including in relation to relevant acts at the level of the Russian Federation. Based
on the results of the study, conclusions are drawn related to the possibility of using international legal approaches
in domestic legislation. It is noted that most attempts at regulation are expressed in the norms of «soft law», which
is quite consistent with the stage of development of the considered social relations. All acts aimed at regulating
the processing of genetic and genomic data are aimed at finding a balance of interests between different social
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groups and, in any case, at finding a balance between public and private (individual) interests. Rational use of
approaches formulated at the level of international organizations, taking into account the interests of the Russian
Federation, will make it possible to develop proposals for improving domestic regulation in this area.
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BBepeHue

B cooTBeTcTBUMM C YKasom [lpe3sngeHta PO ot
07.05.2024 Ne 309 «O HauuoHanbHbIX Lenax pas-
BUTKNA Poccuiickonn degepaumnm Ha nepuoa 40
2030 roga v Ha nepcnekTmney Ao 2036 roaa» ogHomM
M3 HaUMOHa/bHbIX Lenen pa3smutna Poccminckoi
depepauunm Ha nepmog Ao 2030 r. v Ha nepcnek-
TMBY A0 2036 r. ABNAIOTCA COXPaHEHME HaceneHus,
YKpenneHue 340p0Bbs U NOBbIWeHMe 6aaronony-
yunAa Naen, nognepKka cembn. B uncne ocHos-
HbIX NOKasaTesiel U 3a4a4, BbINONHEHWE KOTOPbIX
XapaKTepusyeT AOCTUXKEHNE 3TON HALMOHANbHOM
Lenn, HasBaHbl co3aaHme 1 3anyck K 2030 r. yu-
¢dposoit nnatdopmbl, cnocobeTeytoen popmmpo-
BaHWIO, NOAAEPKAHUIO U COXPAHEHUIO 300P0OBbA
yesioBeKa Ha NPOTAXKEHUWN BCEW €ro XKU3HU, Ha base
NPUHUMNA YyNpaBAeHMA HAa OCHOBE AaHHbIX.
BakHelwwen cocTaBnaoLen AaHHbIX O 340p0-
Bbe YesioBeKA ABNAKTCA FreHeTUYECKNE U TeHOM-
Hble gaHHble. Cbop M 06paboTKa yKasaHHbIX AaH-
HbIX A0/1}KHbl OCYLLECTBAATLCA B COOTBETCTBUM C
ocobbiMu TPeboBaHUAMM, YUUTLIBAOLLUMU UX
cneundmyYecKnin xapakTep, B TOM YMCie MHOXKe-
CTBEHHOCTb CYH6BHEKTOB, KOTOPbIX 3aTparneatoT
reHOMHbIE U FeHeTUYEeCKUe AaHHble: Takue AaH-
Hble OTHOCATCA He TOJIbKO K TOMY Ye/I0BEKY, B
OTHOLLUEHUM KOTOPOIrO OHM MOJIy4YEHbI, HO U K ero
poACTBEHHUKAM. TaK, B NOCTaHOBAEHNN KOHCTUTY-
ymoHHoro Cyga PO ot 13.01.2020 Ne 1-1 «Mo aeny
O NPOBEpPKE KOHCTUTYLMOHHOCTU YacTen 2 n 3
ctaTtbk 13, nyHKTa 5 yactm 5 ctatbn 19 nyactn 1
ctatbn 20 depepanbHoro 3akoHa “O6 ocHoBax
OXpaHbl 340p0BbA FparkaaH B Poccuiickoit depe-
paummn” B cBA3M C Kanobow rpaxkaaHkm P. [. Ceeu-

1 C3P®.2020. Ne 3. Cr. 275.

HUKOBOM»! (aeno ceasaHo ¢ TpeboBaHWeM cynpyru
YyMepLUEero naumMeHTa Noay4ymTb AOCTYN K ero me-
ANUMHCKON MHPOPMaLMM) OTMEYEHO, YTO AO0CTYN
K MegULNHCKON MHOOPMALIMKN YMEPLLETO MOXKET
noTpeboBaTbCA YleHaM ero ceMbM B CBA3MU C pea-
in3aumen MKW CBOEro NpaBa Ha OXpaHy 340po-
BbA M MEAULMHCKYO NOMOLLb, B YaCTHOCTU Npun
HeobXxoaMMOCTU ANArHOCTUPOBAHMUA U IeYeHUA
reHeTUYECKMX MU UHbIX 3aboneBaHu.

YKa3aHHOe NoATBEPKAAETCA TaKKe U 3apybexk-
HoM cyaebHol NpakTMKoi. Tak, Hanpumep, B 2020 T.
B BenmkobpuTaHnm 6611 MHULMMPOBAH CyaebHbIN
NPOLLeCC, KacaroLMinca NpaBsa Ha nosyvyeHne MHop-
MaLMK O reHeTUYeCcKom 3a601eBaHNN POACTBEH-
HMKOB NauueHTa. Jeno «ABC npoTtus St George’s
Healthcare NHS Trust n ap.» Kacaetca »KeHLKHbI,
KOTOpas nogana B cys, Ha NepcoHan KAMHUKK, no-
TOMY YTO OHWM He paccKasa/n el 0 CMepTe/IbHOM
Hac/neacTBeHHOM 6ONe3HM ee oTLUa A0 TOro, KaK Y
Hee poamnca cobcTBEHHbIN pebeHoK?.

Kak oTmeyaeTcs B foKNaae MexayHapogHoro
KomuTeTa no 6moatmke FOHECKO «O npuHumne 3awm-
Tbl HyAyLLIMX NOKONEHMIA», aHAZIN3 FEHOMA M 3K30Ma
MOMKET AaTb U3BbITOYHYIO MHPOPMALIMIO, KOTOPas
He CBA3aHA C KIMHMYECKOM Npobiemoi, Ho Tem He
MEeHEE MOMET UMETb MEAMUMHCKYHO MU COLMANBHYIO
LeHHOCTb. O4HM MOIYT YTBEPKAATb, YTO poaUTENn
MMEIOT NPABO 3HaTb O BO3MOMXKHOM pUCKe 3aboneBa-
HWA aeTei. BTopble MoryT BO3pasuTb, YTO pasrialle-
HWe TaKoro poga MHbopmMaLmMm 6b110 bbl Henpuem-
NeMbIM B cBETE MHTEpecoB pebeHKa. TpeTbk cumTatoT,
YTO POAUTENIN UMELOT NPABO 3HATb WU/ He 3HATb O
C/ly4alHbIX HAXOLKaX, KOTOPble MOMYT UMETb KNNHU-
yecKoe 3HadeHue (ana NPOPUNAKTUKN UK leYyeHUs
6onesHelt UM ANA penpoayKTMBHOIO Bbibopa)3.

2 URL: https://resolution.nhs.uk/2020/04/22/case-of-note-abc-v-st-georges-university-hospital-nhs-ft-sw-
london-st-georges-mental-health-nhst-and-another-high-court-28-february-2020-yip-j/ (aata obpalweHus:

20.11.2024).

UNESCO Report of the International Bioethics Committee (IBC) on the principle of protecting future generations,

SHS/IBC-28/2021/2 Rev. Paris, 16 December 2021 // URL: https://unesdoc.unesco.org/ark:/48223/pf000037

8723 (paTa obpaweHuna: 20.11.2024).
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Taknum obpasom, oyeBmnaHO, 4To cbop 1 o0bpa-
60TKa reHOMHbIX U FTEHETUYECKUX AAHHbIX LOMKHbI
COOTBETCTBOBATb 0CO6bIM TpeboBaHusaMm, obecne-
UYMBAIOLLMM BbICOKYIO CTENEHb 3aLUUTbI U KOHOU-
OEHUNANbHOCTM YKa3aHHbIX AaHHbIX. Kpome Toro,
HeobxoaMMOo U paspelleHne MHOTMMX 3TUYECKUX
BOMNPOCOB, CBA3AHHbIX B TOM YNC/1€ C MHOMECTBEH-
HOCTblO CYOEKTOB, KOTOPbIX TaKMe AaHHble 3aTpa-
TMBAIOT, B YAaCTHOCTM C PAaCKPbITUEM COOTBETCTBY!HO-
wen MHbopmaLmm poACTBEHHMKAM, MPAaBOM 3HaTb
WK He 3HaTb O TeX UM UHbIX OBHapPYXKEHHbIX NpU
reHeTUYECKOM TECTUPOBAHMM UM UCCNEL0BAHMUAX
Haxo[Kax, YKa3blBaloLLMX HA PUCK NPOABAEHUS re-
HETUYECKMX, BPOXKAEHHbIX 3ab0/1eBaHNA.

O COOTHOLWEHNN NOHATUIN FEHETUYECKUX U
reHOMHbIX AAaHHbIX, FEHETUYECKON U TEHOMHOM
MHbOpPMaLUM MMeeTCcAa A0BOLHO 0b6LLIMpPHas AuC-
KYCCUA B AOKTPUMHANAbHbIX MCTOYHMKax?. AHanus
YyKa3aHHOro Bonpoca He ABAAeTCcA NpegmMmeTomM mc-
cnenoBaHUA B HacTosLWel cTaTbe. Tem He MeHee
ANA onpeaeneHHocTn byaem Mcxoamtb M3 TOro,
YyTO reHoMHas MHPopmMaLuma NnpeacTaBaseT coboi
MHbOpMaLMIO 0 reHoOMe YesioBeKa B Lenom. Ecam
YK€ rOBOPUTb O reHEeTUYECKON MHbOPMaL UK, TO
3To MHbopmaLusa, coaepKallasn ceeaeHns ob
OTAeNbHbIX GYHKLMOHANbHbIX e4MHULAX Hacnea-
CTBEHHOCTM (reHax). JaHHble MOXKHO onpeaennTb
Kak «HabnogeHuaA, npeobpasoBaHHble B LUdpo-
BYIO GOpPMY, KOTOPYIO MOXKHO XpaHWUTb, nepe-
AasaTb UM obpabaTbiBaTb M HAa OCHOBE KOTOPOM
MO>HO NOMYYUTb 3HaHUA»>. Takum obpasom,
OaHHble — 3To MHPopMauua, npeobpasoBaHHas
B dopMmy, KoTopana no3sosneT ee 06paboTKy ¢ no-
MOLLLbIO TEXHUYECKUX cpeacTB. MofobHbIM noaxoa,
TaK¥Ke UCMOoNb3YeTcA N B OTEYECTBEHHOM 33aKOHO-
natenbcree®.

MexayHapopHO-NpaBoBoe perynupoBaHue
o6paLLeHns reHeTUYECKUX U FeHOMHbIX JAHHbIX

B mexayHapoaHO-NpaBoBbIX 4OKYMEHTaX Bblpa-
60TaHO HECKO/IbKO MNOAX0A0B K GOPMMPOBAHUIO
CMCTEMbI YNPaBAEHUA AaHHbIMK B cdepe 34paBo-
oxpaHeHus, nx cbopa, obpaboTkK, nepesaun u T.n.
Heob6xo04MMO OTMETUTb, YTO BONBLLUMHCTBO MEXKAY-
HapOAHbIX MHCTPYMEHTOB B 3TOM chepe coaepKat
HOPMbI TaK Ha3biBaeMOro MArKOro npaea, T.e.
AeKnapaunu, pekomeHaaumm, obimne NnpuHUMNGI,
PYKOBOACTBA M T.N. HOpMbl «MArkoro npasa» ¢pop-
MaNbHO He uMetoT 0H6A3aTeNbHOM CUAbI, HO TEM
He MeHee BblParkatoT COrTaCOBAHHYO MNO3MLMIO
rocyaapcTs, UX NPUHABLLMX, NO onpeseneHHbIM
BOMpPOCaMm, ABAAIOTCA CBOEro POSa OPUEHTUPOM
B GOPMMPOBAHNM NPABOBOIO PEryIMPOBaHMUA Ha
HaLMOHa/IbHOM YPOBHE W B CBA3M C 3STUM HE MOTyT
He y4MTbIBaTbCA NPU aHaM3e NPaBOBOroO perynu-
pOBaHWA B TON UK MHOM chepe.

OpraHu3aums SKOHOMNYECKOro

COTPYAHUYECTBA U Pa3BUTUA

Cpeav nogobHbIX HOPM HEOOXOAMMO OTMETUTD
PekomeHpaunm Coseta OpraH13aumm sKOHOMMU-
YecKoro coTpyaHM4YecTBa u passuTua (ganee —
0O3CP) no ynpaBneHuo aHHbIMK B 34paBOOXPa-
HeHumn’, KoTopble 6bin NpuHATLH CoBeTom O3CP
13 pekabps 2016 r. Kpome TOro, B pamKax 3ToM e
opraHusaumm bbiamn paspaboTaHbl PekomeHaaumm
Coseta O3CP no yny4yweHuio AocTyna K aHHbIM
N X COBMECTHOMY MCMNONb30BaHUIO, MPUHATbIE
6 okTAbGpa 2021 1.2

B PekomeHaaumax No ynpasBaeHUo AaHHbIMU
B 34paBOOXpPaHEHUM NogyepKUBaeTca, YTo nep-
COHa/ibHble AaHHbIE O COCTOAHUM 340P0BbA, bY-
Ay4n KoHOUAEHUMANBbHBIMK MO CBOEM Npupoae 1

Cm., Hanpumep: KysuH M. A. KoHuenuus reHetMdeckoin uHbopmaummn u nctopuyeckas snucremonorus //

dunocodpusa. HypHan Bbiclwien WwKoabl SKOHOMUKK. 2022. Ne 6 (2). C. 114-147 ; boedaHosa E. E. NpaBoBble
NpPob6aembl M PUCKM FEHETUYECKOW PEBONIOLMNN: FeHEeTUYECKasn MHbopMauma u guckpummHaums // Lex russica.
2019. Ne 6. C. 18-29 ; leHOMm, YenoBeK, NpaBo: Npobaembl TEOPUM N NPAKTUKN NPABOBOrO BO34ENCTBMUA : KOJ.
moHorpadua. M. : lOpautnHdopm, 2021 ; bonmaHosa E. C., Umekosa M. [1. leHeTMYecKana MHPoOpPMaLmA B
cucteme o6bEKTOB rpaxaaHckux npas // Lex russica. 2019. Ne 6. C. 110-121 ; MaseuHa M. H. NoHaTne m
KnaccuduKaLmm reHoMHoM (reHeTudeckon) nHpopmaumm // Lex russica. 2020. Ne 73(7). C. 50-58.

HOHKTAL. Joknag o umdpoBoi akoHommKke — 2021 : MexayHapoaHble NOTOKU AaHHbIX U Pa3BUTUE: KOMY

CyXaT NOTOKW AaHHbIX. eHesa : OOH, 2021 // URL: https://unctad.org/system/files/official-document/
der2021_overview_ru.pdf (gata obpaweHun: 20.11.2024).

depnepanbHbii 3aKoH oT 05.07.1996 Neo 86-d3 «O rocygapcTBeHHOM PeryinpoBaHnn B 061acTU reHHO-UHXKe-

HepHoW aeatenbHocTu» // C3 Pd. 1996. Ne 28. Cr. 3348.

OECD Recommendation of the Council on Health Data Governance // URL: https://legalinstruments.oecd.org/

en/instruments/OECD-LEGAL-0433 (pata obpauieHua: 20.11.2024).
8 OECD Recommendation of the Council on Enhancing Access to and Sharing of Data // URL: https://
legalinstruments.oecd.org/en/instruments/OECD-LEGAL-0463 (aata obpauweHms: 20.11.2024).
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NoAYMHASACb 3TUYECKUM CTaHAApPTaM WU NPUHLMMY
BpayebHOM TalHbI, TPebYOT 0COH6EHHO BbICOKOIO
YPOBHSA 3aLWMTbI M YTO TEXHO/IOTMYECKME pa3paboT-
KM MOTYT Kak ob6ecneymTb BOSMOMXKHOCTb UCMO/b-
30BaHMA NEePCOHa/IbHbIX laHHbIX O COCTOAHUN 34,0-
POBbSA C LE/IblO 3aLWMUTbl KOHPUAEHLUNANBHOCTH,
TaK M CcO34aTb HOBbIE PUCKM AN KOHOMAEHLMANb-
HOCTM 1 6e30MacHOCTM AaHHbIX.

B PekomeHpaumnax chpopmyampoBaHbl cne-
Aylolime NoHATUA: «NepcoHanbHble AaHHble O
COCTOSIHUM 300pOBbA» — Nt06as MHbopmauus,
OTHOCALWAACA K UAEHTUOULMPOBAHHOMY UMK
naeHTMdMUMpyemomy nnuy, KoTopan KacaeTcsa
€ro 30p0BbA; OHW BK/AOYAIOT Nt0bble apyrue
CBA3aHHbIe NepcoHasbHble AaHHble. «0bpaboTKka
nepcoHanbHbIX AaHHbIX O COCTOSHUM 340P0BbAY
O3HauaeT Bce onepalmu, CBA3aHHbIE C AaHHbIMMU,
BKJ/1IOYAlOLLIME NEPCOHa/IbHbIE AaHHbIE O COCTOA-
HUM 340pOBbSA, Takne Kak cbop, ncnosb3oBaHue,
pacKpbITUE, XpaHEHME, 3aNUCb, PpeaKTUPOBaHMe,
n3BnevYeHune, Nnepegada, COBMeCTHOE UCNO/b30-
BaHWe, CBA3bIBaHUE UIN 0bbeaMHeHMe, aHaNn3
W yaaneHwue.

MoHATUE NepcoHanbHbIX AAaHHbIX O COCTOAHUK
300p0BbSA, coaepKalleeca B PekomeHaaumsx,
COOTBETCTBYET MOHATUIO NEePCOHaNbHbIX AaHHbIX,
chopmynnposaHHomy B PepepasibHOM 3aKOHEe
0T 27.07.2006 N2 152-®3 «O nepcoHanbHbIX AaH-
HbIX»®, BMecTe ¢ TeM B PeKOMeHAaLMAX 3TO NOHA-
THe TPaKTyeTcA AOBO/IbHO LUMPOKO, T.K. BKAKOYaeT
B cebs He ToNbKo cOBCTBEHHO MHPOPMaLMIO, Kaca-
tOLLLYtOCA 340POBbA /1ML, HO U Apyrve CBA3aHHbIe
NnepcoHasibHble AaHHbIe.

B PekomeHaaumax chopmynmpoBaHbl cieayto-
wme 12 OCHOBHbIX MPUHLMMOB, KOTOPbIM LOKHO
COOTBETCTBOBATb YNpaBAeHNE TaKUMU JAHHbIMU.

1. BoBneyeHume 1 y4acTue, B YaCTHOCTU Nocpes-
CTBOM MYB6AMYHBIX KOHCYNbTaLMI, LUMPOKOro Kpyra
3aMHTEpPEeCcoBaHHbIX CTOPOH C Lenbto obecneyeHms
TOro, YTo6bl 06pPaboTKa NepPCOHaNbHbIX AAHHbIX
0 COCTOAHMMU 340POBbA CNYKNNA 06LLECTBEHHbIM
MHTEepecam M COOTBETCTBOBaNa 06LIEeCTBEHHbIM
LEHHOCTAM M PasyMHbIM OXUOAHUAM OTAE/bHbIX
JINL, KaK B OTHOLWIEHWM 3aLLNTbI UX AAHHbIX, TaK
M B OTHOLLUEHWM UCNONb30BAHUA UX AaHHbIX ANA
ynpas/ieHUA CUCTEMOM 34paBOOXpPaHEHUs, NpPo-
BEeAEHUA NCCNefoBaHWNN, COCTAaBEHMA CTAaTUCTUKM
WKW OpYruMX CBA3aHHbIX CO 340POBbEM LiENel, Ko-
TOopble C/y»KaT 06LEeCcTBEHHbIM NHTEpPEeCcaMm.

YKa3zaHHbIM NpUHLMN NpeanonaraeT npusaeye-
HUME K peLleHMNIo BONPOCOB, CBA3aHHbIX C MH$Op-
maumel o 340p0Bbe, MAaKCMMabHO LLUMPOKOTO

9 C3P®.2006. Ne 31 (. 1). Cr. 3451.
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Kpyra vy, peanausayma sToro npuMHumna byaer
cnocobcTBoBaTh obecneyeHUto cobnoaeHunn
KOHOUAEHLMANbHOCTU U APYrMX NpaB YenoBeKa
B chpepe obMeHa JaHHbIMM O 340P0OBbE, A TaKkKe
obecneyeHUto BanaHca MHTEPECOB Pa3/INYHbIX
COLMAbHbIX TPYNN U UHANBUAOB, ABAAIOLLNXCS
YY4aCTHMKaMM COOTBETCTBYIOLLMX OBLLECTBEHHbIX
OTHOLUEHUN.

2. KoopgMHauma B NpaBUTENbCTBE U coaei-
CTBME COTPYAHMYECTBY MEXKAY OpraHU3aLunsamm,
obpabaTbiBaloOW MMM NEePCOHaNbHbIE AaHHbIE O
3[,0pOBbE, KaK B rocyAapCTBEHHOM, TaK M B YacT-
HOM CeKTope.

3. MepecmoTp BO3MOXKHOCTEN cucTem obpa-
6OTKM AAHHbIX rOCYAaPCTBEHHOIO CEKTOpa 34pa-
BOOXPaHEHMUA, UCMONb3YyEMbIX A8 06PabOTKK
NepCoHaNbHbIX AaHHbIX O 340POBbE, C LLe/Ibio 06-
CNYXKMBAHUA U 3aLUNTbI 0BLLECTBEHHbIX UHTEpE-
cos. Llenb sToro npuHumna obecneunTs Hagnexa-
Lee UCrNonb3oBaHME CUCTEM 06PabOTKM AaHHbIX C
cobntogeHnem Bcex NPUMEHMMbIX HOPM ans obec-
neyeHus KOHOGUAEHUMANbHOCTU M 6e30NacHOCTMH.

4. Npo3payHoe npefocTaBaeHne MHopmaLmMm
OTAENbHLIM NLAM. YKAa3aHHbIA NPUHLMN Npeano-
Naraet, YTo A0 Nnua, OT KOTOPOTO MOJIYYatoTCs CO-
OTBETCTBYIOLLME AAHHbIE, [OMKHA LOBOAUTLCA BCS
Heobxoanman nHpopmaums o6 ob6paboTke gaH-
HbIX, B TOM YMC/ie O Lenax o6paboTKku, BO3MOXK-
HOCTW Nepefayn AaHHbIX TpeTbMM nuam. Kpome
TOro, Heobxoanmo obecneumBaTb MHGOPMUPO-
BaHME TaKMX /UL, O KaXKAOM C/lyvae HapyLleHua
KOHOUMAEHUMANBHOCTM UX NEPCOHANbHbIX AAHHbIX.

5. UHpopmmnpoBaHHOE cornacme n cooTBeT-
CTBYlOLLME anbTepHaTUBbl. NMpuHUMN npegno-
naraeT, 4TO B Tex c/ayvasax, Korga obpaboTka
NepcoHasibHbIX AAHHbIX O COCTOAHUM 34,0POBbA
OCHOBaHa Ha cornacuum, Takoe cornacue A0KHO
6bITb AEACTBUTE/IbHBIM TONBKO B TOM C/ly4ae, ecau
OHO [1@aHO OCO3HAHHO W cBOBOAHO M eC/IM LM
npefocTaBAeHbl YETKME, OYEBUAHbBIE U NPOCTblE
MEXaHW3MbI 4a4Yn UK OT3bIBA COrlacus Ha byay-
Lee Mcnonb3oBaHMe gaHHbIX. Cnyyaum, Koraa Bos-
MOKHa 06pabOoTKa TaKMX NePCOHaNbHbIX AaHHbIX
6e3 nonyvyeHuns cornacus, SONKHbI ObITb YETKO
0603HaveHbl B 3aKoHogaTenbcTae. Mpu aTom nnua
OO/IKHbBI MMETb BO3MOYHOCTb BblparkaTb Npeano-
YTEeHMA OTHOCUTENbHO 06pPaboTKM CBOUX Nepco-
Ha/IbHbIX AAHHbIX O COCTOAHUW 340POBbA.

6. Mpoueaypbl NPOBEPKMU U 040OPEHNUA B 3aBU-
CMMOCTU OT 0B6CTOATENBbCTB A/1A UCMO/b30BaAHMSA
NepCcoHaNbHbIX AaHHbIX O 340POBbE B UCCNEn0-
BaTENbCKUX U APYTUX, NPeAcTaBAAOWMX obLLe-
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CTBEHHbIN MHTEPEC LeNAX, CBA3AHHbIX CO 34paBo-
oxpaHeHueM. YKasaHHbI NpUHUMN npegnonaraet
nposeneHMe NPo3padHbIX Npoueayp OLLEHKM U
on06peHuns ueneii 06paboTKM NepcoHanbHbIX AaH-
HbIX O 340POBbE A/1A 0becneyeHnn banaHca UHAN-
BMAYaANbHbIX U 06LLECTBEHHbIX MHTEPECOB.

7. Mpo3payHOCTb, AOCTUraeMas NoCPeacTBOM
MexXxaHu3moB NybanyHoro MHGopmMpoBaHUA,
KOTOpble He CTaBAT Nog, yrpo3y KoHduaeHunanb-
HOCTb M 6@30MacHOCTb AaHHbIX O 340P0BbE UN
KOMMepYecKne U apyrve 3akoHHble MHTEpeChI
opraHusaumii. MpuHUMN npegnonaraet nybaMyHoe
pacnpocTpaHeHne nHbopmaLmn o Lensx obpa-
OOTKM AaHHbIX, MPAaBOBbIX OCHOBAHMAX 0O6PabOoTKM.

8. MaKcMmanbHOe UCNOoNb30BaHUE NOTEHLMA-
Na 1 coaeincTBme Pa3BUTUIO TEXHONOTUIN KaK cpea-
cTBa, obecneymBatoWwero 4OCTyNHOCTb, MOBTOPHOE
NCMNO/Ib30BaHME N aHA/IM3 NEPCOHANbHbIX AaHHbIX
0 COCTOAHWM 340POBbA, NPU OAHOBPEMEHHOM
3awWwmTe KOHOUAEHLUMANBHOCTN N Be3oNacHOCTH
N COAENCTBUN KOHTPOIHO CO CTOPOHbI OTAE/bHbIX
NNL, 33 UCNONb30BAHUEM UX AAHHDIX.

9. ObecneyeHMe MeXaHU3MOB MOHUTOPUHTA
N oueHKW. MpUHUKMN 3aKA04aeTca B TOM, YTOObI
OLeHUTb, COOTBETCTBYET I UCNO/Ib30OBaHME Nep-
COHA/bHbIX Al@HHbIX O COCTOAHMM 34,0POBbA Npes-
nonaraembim Lenam obLLecTBEHHOMO UHTepeca B
0bnacTu 34paBoOOXPaAHEHMA U NPUHECIO M OHO
OXKMAAEMYIO BbIFOAY, @ TaKXKe BO3HUK/IMN /1N KaKkue-
60 HeraTMBHbIe NOCAEACTBUA TAKOFO UCNO/b-
30BaHMA.

10. OpraHunsauusa COOTBETCTBYHOLLLENO 06yYeHus
W pa3BUTME HABbIKOB B 06/1aCTM Mep KOHGUAEH-
UManbHoCcTU 1 6esonacHoCcTn aas any, obpabatbl-
BAOLLMX MEePCOHabHble MEeAULIMHCKME AAHHbIE,
KOTOpble COOTBETCTBYIOT AENCTBYIOWMM CTaHAAP-
TaM 1 metogam ob6paboTKM AaHHbIX.

11. BHegpeHue mep KOHTpoaA u 6esonacHoCTy.
YKa3aHHbI NPUHLMN NpeanoaaraeT peaamsaumio
KOHKPETHbIX OPraHM3aLMOHHbIX U TEXHUYECKNX
Mep, KoTopble obecneuynBanm 6bl HaxoXKaeHME
nepcoHanbHbIX AaHHbIX UMEHHO B TON OpraHu3a-
LMK, KOTOopasa ynosHoMoYeHa ux obpabaTbiBaTh,
a TaKXe KoOHOMAEHLMaNbHOCTb M 6H@30NacCHOCTb
3TOMN MHPopmauun.

12. NMpuHuMn HeobxognumocTn TpeboBaTb OT
opraHusauuii, 06pabaTbiBalOLLMX NEPCOHasbHbIE
AaHHble 0 340POBbe, NPOAEMOHCTPUPOBATD, YTO
OHM COOTBETCTBYIOT HaLMOHA/IbHbIM OXUAAHUAM
B OTHOLUEHMM YNPABAEHWUA SAHHbIMM O 340POBbLE.
MpuHUMN NpegnonaraeT NnposeaeHne cepTudmKa-
UMW UKW aKKpeauTaummn opraHmsaymin, obpaba-
TbIBAIOLLMX NEPCOHA/IbHbIE AaHHbIE O 340POBbE,
B TON Mepe, B KaKoW Takas cepTudukaumsa unm

aKKpeauTaums NnoMmoraet BHeAPATb CTaHAAPTbI
06paboTKM NepcoHanbHbIX AaHHbIX O 3J0POBbLE U
obecneunsaet cnocobHOCTb COOTBETCTBOBATD YCTa-
HOBNIEHHbIM CTaHAAPTaM YNPaBAEHUA AAHHbIMMU.

AHanun3 yKasaHHbIX NPUHLWNOB NOKA3bIBAET,
YTO OHW Hanpas/ieHbl Ha obecnevyeHne HanaHca
WHTEPECOB Pa3/INYHbIX COLMANbHbIX rpynn B chepe
06paboTKN NepPCcOHaNbHbIX AaHHbIX O 340POBbE,
npeanonaratoT BO3MOXKHOCTb Npw onpeaeneHHbIX
YCNOBUAX NONYYEHUA N 06PabOTKM NepPCOHaNbHbIX
OaHHbIX A4N1A JOCTUXKEHUA Lenei, npeacTaBaato-
WMX 06LLEeCTBEHHDBIN MHTEPEC, YCTAaHABAMBAIOT He-
06X0AMMOCTb NPUHATUA ONpesesieHHbIX OpraHu-
3aLMOHHbBIX M TEXHUYECKMX Mep aa obecneyeHuns
KOHPUAEHUNANbHOCTM AaHHbIX, cepTUdUKaL MM 1
aKKpeaUTaUMM OPraHn3aunii, oCyLLECTBAAIOLLUX
06paboTKy NepcoHaNbHbIX AAHHbIX.

B Lenom yKkasaHHbIe NPUHLMMNbI COOTHOCATCA C
noAxoAamu, peannsoBaHHbIMM B 3aKOHOAATeNb-
ctBe Poccuiickolt Degepaunn, mexay Tem Heobxo-
anma bonee rnybokas npopaboTka BO3MOXKHOCTH
NCMNO/MIb30BaHMA NePCOHaNbHbIX AAaHHbIX O 340-
poBbe B UCCNeaoBaTeNbCKUX Lensax. Hanpumep,
B Aencteytowem PegepanbHom 3akoHe «O nep-
COHa/bHbIX IaHHbIX» B OTHOLLEHMM CNeunanbHoM
KaTeropmun nepcoHaibHbIX AAHHbIX, K KOTOPbIM
OTHOCATCA AaHHble O COCTOAHWUMU 34,0POBbA, He
npeAycMOTPEeHA BO3MOXKHOCTb 06pabOoTKM TaKMx
NepcoHasbHbIX AaHHbIX 41a Uenel HayyHbIX uc-
cnepgosaHuin. CornacHO AeNCTBYOLLEMY HOpPMa-
TMBHOMY MPaBOBOMY PeryinposaHuto nogobHasn
06paboTKa BO3MOXKHA TO/IbKO B ciydae opopme-
HWMA MUCbMEHHOTO COracua CybbeKTa NepcoHasib-
HbIX AaHHbIX. Mexay Tem LenecoobpasHo 6b110
6bl NpesyCMOTPEeTb YC10BUA U NOPALOK, NPU KOTO-
pbix 6bl1a 6bl BO3MOXKHA 06paboTKa TaKMx nepco-
HaNbHbIX A@HHbIX, HANPUMEP B C/Ty4ae UX aHOHU-
MM3aumK (genepcoHanmsaumm), Npu nposegeHUm
MeAULLMHCKUX UCCNefo0BaHMIM onpeaeneHHbIX
3aboneBaHuit (OHKoNOrMyeckme 3abosneBaHus,
opdaHHble, reHeTUYecKMe M T.Mn.) nocne obasa-
TENIbHOro NOMYYEHUA NMONOKUTENBHOIO 3aKato4e-
HWA 3TUYECKOM 3KCNepTU3bl U Npu cobatogeHnu
pAaga Apyrux ycnosuid. YKkasaHHOe nNo3BoMA0 Obl
obecneuntb HanaHc mexay pasBUTMEM MeLMULMH-
CKOWM HAyKW, KOTOpOe HEBO3MOXKHO 6e3 aHanum3a
[aHHbIX O COCTOAHMM 340POBbA NALMEHTOB, U Npa-
BaMM CaMMX MNALUMEHTOB Ha obecrneyeHne KoHOU-
AEeHUMaNbHOCTN MHbOpMaLMmM 06 nx 340poBbe.

Opranu3sauusa 06beauHeHHbIx Hauui

3acnyKMBaOLWNIM BHUMAHWUS NOAXOA K ynpas-
NIEHUNIO CUCTEMAMM [@aHHbIX, B TOM YMCne AaHHbIX B
chepe 34paBOOXPAHEHUA, TEHETUYECKUX U TEHOM-
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06pau4€Hue cemeliHbIX 2eHeMUYeCKUX U 2eHOMHbIX OAHHBIX: Me)KbyHapoaﬁo—npaeoeoﬁ acnekm

HbIX AaHHbIX, NPeACTaBNAeH B AoKnage leHepanb-
Horo cekpeTapa OOH «[laHHble AnA pa3BuTUA»,
KoTopblii Bbi1 NnoarotosneH 5 despana 2024 r. (E/
CN.16/2024/2)%.

AHaNuU3 f0OKNa4a NOKa3bIBAET, YTO B HEM OTpa-
¥KeHbl HOBble MOAXOAbl K PEry/IMPOBAHMUIO Aen-
TENbHOCTM NO YNpaBAeHUIO AaHHbIMWU. B foknaae
06CYKAAeTCA CNOXKHAA B3aMMOCBA3b MeX Ay AaH-
HbIMW U YCTOMYMBBIM PAa3BUTUEM, @ TaKKe TPYa-
HOCTb yNpaB/ieHUs AaHHbIMKU. B Hem nogpobHo
paccmaTpmBaeTcsa NOTeHLMAN AAHHbIX ANA pa3Bu-
WA, NOAYEPKMBAETCA UX OTPOMHAA CNOCOOHOCTb
noafepmMBaTb MHHOBALMOHHbIE peLeHUs Npo-
61em BO Bcex 061aCTAX YCTOMUYMBOIO Pa3BUTUA.

MpYMeHUTENbHO K pacCMaTpUBaeMbIM BOMPO-
CaM OTMeYaeTca, YTO TEXHONOTMYEeCcKne A0CTH-
KEHUA — OT UCKYCCTBEHHOIO MHTENNEKTA 40
KBaHTOBbIX BbIYNCAEHUIA — MOTYT 3HAYUTENbHO
yCOBEpPLUEHCTBOBATb MeToAbl GapMaKOreHEeTUKM,
npenocTaBMB CNOXKHbIE MHCTPYMEHTbI AN1A aHa-
AN3a U MHTEepNpeTaLumn reHeTUYEeCKMX AaHHbIx!,
YupexaeHusa MoryT UCMO/1b30BaTb MCKYCCTBEHHbIM
WHTENNEKT AN1A aHANN3a TEHOMHbIX AaHHbIX OHKO-
NIOTMYECKUX MaUMEHTOB, CO34aBasA HENPepPbIBHbIN
LUMKA OAHHbIX OT MAEHTUPUKALMM NauneHTa Ao
JleYeHns U MOHUTOPUHTIa pe3ynbTaToB. bbicTpoe
reHOMHO€e CEeKBEHMPOBaHMeE NO3BONAET BbIABUTb
reHeTUYeCcKkne MmapKepbl 3abonesaHMn, 4To cno-
cobcTBYyeT paHHEeMYy BbisiBNEHUIO U pa3paboTke
LesieHanpaB/IEHHOTO /lIe4eHunna Taknx 3abonesa-
HWiA, Kak 6onesHn Anbureiimepa u MNapkuHcoHa'?.

B goknage «[laHHble Ana pa3BUTMA» OTMeYa-
eTca, YTo apdeKTUBHOE yrpaBseHMe JAaHHbIMMU
TpebyeT MHHOBALMOHHbIX CTPATernin, coyeTato-
LLMX NOAXOAbl KCBEPXY BHU3» U «CHU3Y BBEPX».
YnpaBneHune A0MXKHO H6blITb MHOTOYPOBHEBbLIM,
a rnobanbHaa cucTema KOOpAMHALUKN [OKHA
obecneunBaTb COrMacoBaHHOCTb gencTeumi. Mpea-
NlaraeTca Tak HasbiBaeMbl TMOPUAHbBIN Noaxos K
ynpaB/ieHMIO AaHHbIMM, KOTOPbIM NpegnonaraeT
coyeTaHue AeNCTBYIOLLEro NpaBa U HOpm Gopmu-
pytowieroca npaea.

Mo pencteyowmm npaBom B «JJoknaae o uu-
¢dpoBoit sakoHOMUKe — 2021» noHUmaeTcA npa-
BO B TPAaAULMOHHOM CMbIC/IE, T.€. OPUANYECKU
obA3aTenbHble NpeanncaHna, yCTaHOBIEHHbIE U
CaHKLMOHWPOBAHHbIE rOCYAaPCTBOM, BbINONHEHWE

KOTOpbIXx obecneymBaeTca CUI0N rocyaapCcTBeH-
HOro NpuHyskaeHus. Moa Hopmamu GopmMmupyio-
Lerocs npaga B TOM e AOKNage NOHMMAEeTcs 40-
CTaTOYHO 60NbLLIOE KONUYECTBO ABAEHUN, NPEXKAE
BCero HeobasaTeNbHble pyKoBOAALIME NPUHLUMbI,
MPUHLUUMNbI U NPaKTMKa, KOTOpble BAUAIOT Ha NoBe-
OEeHWe, HO He BCeraa UMetoT HpUANYECKYIO CUny.
Kpome TOro, noHATME HOpM dopmMUpyloLLerocs
npaBa pacKkpbiBaeTca B AoKnaae «[aHHble ana
Pa3BUTUA» TaKXKe Yepes Takme MmexaHM3Mbl, KaK
couManbHble HOPMbI, MepeaoBOM ONbIT, aKKpean-
Tauusa TPETbUMU CTOPOHAMM, CUCTEMBI MHDOPMU-
POBaHMA O HapyLleHUAX, A06POBO/bHbIE KOAEKChI
noseaeHus u obasatenscTea. AHaNM3 YKa3aHHOTO
NMOHATUSA, KaK OHO CHOPMYNINPOBAHO B JOKNAAE,
MOKa3bIBaET, YTO B 3Ty KaTeropmio BK/OUAOTCA CO-
UManbHble HOPMbI, C MOMOLLLbIO KOTOPbIX Perynu-
pytoTcA 06LLEeCTBEHHbIE OTHOLLEHUA, B TOM YMcae
HOPMbI 3TUKM.

B ooknage ocobo yKasbiBaeTcs, 4To NogobHoe
perynMpoBaHue xapakTepmusyetca rMbKocTblo,
npeanosiaraeT coueTaHne AOCTOMHCTB pernameH-
TaLMKM NPY NOMOLLM AEMCTBYIOLLEro NpaBa U HOpM
dopmupylolerocs npaea, YTo NO3BOAAET YCUIUTL
AOCTOMHCTBA M HUBENMPOBATb HEAOCTATKU KaK-
[Oro U3 MexaHM3MOB TaKOro peryanpoBaHus.

MNpeacTaBaseTcs, 4To NOAOOHbLIN Noaxon K
peryiMpoBaHMI0 OOLLECTBEHHbIX OTHOLEHWUN
no noeoay ynpasaeHUAa AaHHbIMU AOCTaTOUYHO
onpasaaH. bonee Toro, oH B onpeaeneHHoOM cTe-
NMeHWn COBMAZaEeT U C NOAXOAOM K PEry1MpoBaHuUIo
0obLLeCcTBEHHbIX OTHOLWEHUIN B chepe reHOMHbIX
nccnenoBaHUM, KOTopbl Bbln paHee npeano-
YK€H aBTOPOM CTaTbM N KOTOPbI 3aKA0YaeTcs B
NPUMEHEHNM KOMMIEKCHOro (cMMbuoTnyeckoro)
perynstopa, COYEeTaloLEero nNpaBoBoOe Peryinpo-
BaHWe, perynnpoBaHme C UCNONb30BaHUEM APYTrUX
COLMANbHbIX PEryisTOpOB U onpeae/ieHHble Mexa-
HMU3MbI peanmsaunn’s,

[ns coBeplUeHCTBOBaHMA YNpaBAeHUA AaHHbI-
MM B LeNAX Pa3BUTUA B COOTBETCTBUM C MMNepa-
TMBaMM MHOIOCTOPOHHOCTH, NOAX0Aa C y4acTUEM
MHOTIMX 3aMHTEPECOBAHHbIX CTOPOH U MEXAMUCLLU-
NAMHAPHOro PacCMOTPEeHUs AaHHbIX B A0KNage
npeanaraeTcs CeMb MPUHLUNOB yNpaB/ieHUA AaH-
HbIMU:

— oropa Ha NpaBa Yes0BEKa;

10 URL: https://documents.un.org/api/symbol/access?j=G2401709&t=doc (gaTta obpauieHuna: 20.11.2024).

11 Fedorov A., Gelfand M. Towards practical applications in quantum computational biology // Nature
Computational Science. 2021. Vol. 1. No. 2. P. 114-119.

12 Marx V. Biology begins to tangle with quantum computing // Nature Methods. 2021. Vol. 18. P. 715-719.

13 Cm., Hanpumep: KybbiwkuH A. B. Oco6eHHOCTM KOMMIEKCHOrO METOAa PeryMpoBaHma reHOMHbIX Uccneno-

BaHui // Lex Genetica. 2023. Ne 1 (2). C. 45-60.
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— obpalleHne ¢ AaHHbIMU C YYETOM CYLLLeCTBY-
tOLLEro KOHTEKCTa;

— [OCTUXEeHUe c6aNaHCUPOBAHHOCTU MeEXK Y
pUCKaMK U NOOLW,PEHNEM MHHOBALMI;

— paclmpeHne Npas 1 BOSMOXKHOCTEN NtOAEN;

— MHOrOYpPOBHEBbIN NOAXO0A K YNPaBIEHUIO
OAHHbIMK;

— BOBJ/IEYEHHOCTb MHOTMX 3aUHTEPECOBAHHbIX
CTOPOH;

— BKJIIOYEHUE MOJIOLENKMN A1 OPUEHTALMUMN Ha
byayuwee.

AHa/I1M3 YKa3aHHbIX NMPUHUMMNOB NOKA3bIBAET, YTO
OHMW TaKXKe Hanpas/ieHbl Ha NOUCK BanaHca UHTepe-
COB BCEX COLMA/bHbIX FPYMMN 1 aKTOPOB, BOB/IEYEH-
HbIX B 06LLECTBEHHbIE OTHOLLIEHMA B chepe ynpasne-
HWA AaHHBIMMK, @ NpeXae Bcero 6anaHca YacTHbIX 1
ny6anYHbIX MHTepecoB. Kpome Toro, B YACI0 NPUH-
LMMNOB BOLUEN U NOAXOA, K PErYIMPOBAHMIO yripaBe-
HWA AAHHBIMM C UCMONb30BAHWEM AENCTBYHOLLETO
npasa u HopMm GOPMMUPYIOLLLETrOCA NPaBa, T.e. KOM-
NJIEKCHOTO NOAXOAA K PEryIMpPOBaHMIO, YTO HALL/O
Bblpa)KeHune B NPUHLMNE MHOFOYPOBHErO NOAX0AA
K yNpaBAeHUIO aHHbIMW. 3aCNYXKMBAET TaKKe BHU-
MaHMA aKLLEHT Ha BOB/IEYEHHOCTU B ynpaB/ieHne
AAHHBIMW MHOTUX 3aMHTEPECOBaHHbIX CTOPOH, YTO
no3BonAuT obecneynTb y4eT MHTEePECOB MaKCUMasb-
HOro uncna cybbeKkToB U peann3osaTb cbanaHcMpo-
BaHHbIM NOAXOA, K YNPaBAEHUIO SaHHbIMW.

BcemupHas opraHusauus 3qpaBooxpaHeHuns

JocTtaTouHo cepbesHasn paboTa no ¢opmynmnpo-
BaHUIO NpeaioxKeHni B cdepe 06paboTKM reHoOM-
HbIX AaHHbIX MPOBOAMTCA B pamKax BcemupHol
opraHu3auum 3apaBooxpaHeHua (aanee — BO3).
Tak, B 2021 r. leHepanbHbIi anpekTop BO3 yupe-
Ann HayyHblii cOBET AN KOHCYNbTaTUBHOM NOMO-
LM NO BONPOCaM Hay4YHOM nosecTkn BO3,

Ha nepsom coBelwaHmnu CoseT onpeaenun
reHOMMKY B KayecTBe OCHOBHOM Tembl paboTbl B
CBA3M C PALOM BaXKHbIX 06CTOATENLCTB, [aBHOE
M3 KOTOPbIX — 3HAYMTE/bHbIE M BECOMbIE MPENMY-
LecTBa reHOMUKM A9 IMYHOTO U 06LLLECTBEHHOTO
340poBbA. Kak 6b1710 0oTMeyeHo B foknage Coserta,
NPMMeHeHNe reHOMHbIX TEXHONOMMI B HacTosALee

BpeMS U B byayLiem MMeeT peluatollee 3HaYeHme
ONA yNydLWeHNs 300P0BbA U MOBbIWEHUA YPOBHSA
KU3HU Ntoaen BO BCeX YAaCTAX MMPA, HE3aBUCUMO
OT 9KOHOMMYECKOTO NONOXKeHUA.

Kpome Toro, B pamKkax BO3 6bina cosgaHa
TexHMYecKas KOHCY/IbTaTUBHasA rpynna no reHo-
MUKe, KoTopasa npegocTtasndet BO3 HesaBucumble
CTpaTerMyeckme peKkoMeHaaumm no TeXHUYECKUM
BOMPOCAM, CBA3aHHbIM C PaCLUMPEHMEM AOCTYNA K
reHOMHbIM 3HAHMAM M TEXHOIOTUAM Ans rnobanb-
HOro 3apaBooxpaHeHna’e,

Yennmammn TeXHUYEeCKOM KOHCYNbTAaTUBHOM
rpynnbl No reHoMuKe 6ol pa3paboTaH U yTeep-
*aeH 20 Hosb6pAa 2024 r. Habop NPUHLUNOB 3TU-
yeckoro cbopa, AOCTyna, UCMONb30BaAHUA U pac-
NPOCTPAHEHMA FTEHOMHbIX AaHHbIX YeN0BEKa,
odopmneHHbIN B BUAE PykoBoacTtBa no cbopy,
A0CTyny, UCNONb30BAHMIO M PACNPOCTPAHEHUIO
[laHHbIX O reHome yenoseka'’.

B PykoBoacTBe M3naratoTcsa NPUHLMUNMDI, NPU-
3BaHHble YCTAHOBUTb HOPMATMBHbIE CTaHAAPTbI
B obsnactm cbopa, AocTyna, UCNOJIb30OBAaHUA U
pacnpocTpaHeHMA AaHHbIX O FeHOMe Ye/l0BeKa.
Kaxabl NpMHLMN CONPOBOMKAAETCA PEKOMEHAA-
LUMAMM, KOTOPblE MOTYT 6bITb UCNOIb30BaHbI AN1A
pPyKoBOACTBA MNPU NPUMEHEHUN U peanmnsaymm
STUX NPUHUMMOB Ha NPAKTUKE.

B PykoBOACTBE TaKKe cofepkatca onpege-
JIeHUA [OCTaTOYHO BaXKHbIX A1A PEryIMpoBaHUsA
yKa3aHHoOM chepbl MOHATUI, B TOM YMC/E NOHATUE
AaHHbIX reHOMa YesloBeKa, BKAtoYatolLee (HO He
orpaHuumnBatoweecs):

— nocnepnosaTtenbHocTb(n) AHK 13 aaepHoro u
MWTOXOHAPWANbHOTO reHOMOB;

— TPAHCKPMNTOM (NOAIHbIA HAabop TpaHCKpUn-
ToB PHK);

— npoteom (NosiHbI Habop 6enKkos, Bbipa-
6aTbiBaeMbIX OPraHU3MOM, N3 KOTOPOTrO MOXKHO
BbIBECTU COOTBETCTBYIOLLME FEHETUYECKME NOoCae-
[0BaTeNbHOCTH);

— METUIOM U Apyrue annureHeTUYecKme Mogm-
duKaymm.

Kak BMAUM, NOHATME AAHHbIX FEHOMa Yeno-
BeKa cHOpMyIMPOBAHO KaK UCKAIOUMTENbHO BMO-

14 URL: https://iris.who.int/handle/10665/342915 (naTa o6palieHus: 20.11.2024).

15

YcKopeHue JocTyna K reHOMUKe B MHTepecax rnobanbHOro 34pPaBOOXpPaHEHNA! CO,CI.eﬁCTBMe MnCNosib30BaHUIO,

NpakTUYecKoe BHeApeHMe, COTPYAHNYECTBO, a TaKKe 3TUYECKUE, IOPUANYECKME M COLMabHbIe BOMPOCHI:
Aoknaa HayyHoro coseta BO3 // URL: https://www.who.int/ru/publications/i/item/9789240052857 (pata

obpalueHus: 20.11.2024).

16 TermsofReferencefortheTechnical AdvisoryGrouponGenomics//URL: https://cdn.who.int/media/docs/default-
source/research-for-health/tors-for-ag-on-genomics-1_06_2023_qns_cleared.pdf?sfvrsn=ad016e29_3 (aaTa

obpatulenHus: 20.11.2024).

17 URL: https://www.who.int/publications/i/item/9789240102149 (aata ob6paieHuna: 20.11.2024).
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06pau4€Hue cemeliHbIX 2eHeMUYeCKUX U 2eHOMHbIX OAHHBIX: Me)KbyHapoaﬁo—npaeoeoﬁ acnekm

Jlornyeckoe onpeseneHune, YTo He BMoJIHE COOT-
BETCTBYET Lie/IAM NPaBOBOro Pery/iMpoBaHus, T.K.
[ONIXKHO, MOMMMO ONMUCaAHUA OnNpeaeneHHoro AB-
NeHus, BbINOHATL ewe GYHKUMM, Heobxoanmble
418 GopMMpoBaHMSA PeryanpytoLLero Bo3aencTens
Ha 0bLLEecTBEHHbIe OTHOLWEHMUS.

Ba*KHbIM MOHATMEM ANA PErYINPOBAHUA ABASA-
eTca «pacnpegeneHue sbirog» (benefit-sharing),
KOTOPOE OTHOCUTCA K COrnaleHnaM o pacnpege-
NleHUn NpubbINK, paBHOMPABHOMY AOCTYNY K ANa-
FHOCTUKe, Tepanun 1 nepegave TEXHONOIMM, a
TaK¥XKe K MHMLMATMBAM MO HapaLLMBAHUIO U YKpen-
NleHuto noTeHumana. CoctaBaatolme 1 xapakrep
BbIroAbl ABAAIOTCA KaK CYObEKTUBHbIMMU, TaK U
33aBMCALLMMM OT KOHTEKCTA.

OnpefeneHne NOHATUA «pacnpeeseHme Bbi-
rog» NPpMMeHUTENbHO K peryampoBaHuio obpa-
6OTKM reHOMHbIX AaHHbIX NpeacTaBaseTca AocTa-
TOYHO UEHHbIM, T.K. N03BOIAET CGOPMUPOBATH
NOHMMaHWe HanpaBieHU pa3BUTUA PEryaIMpPOBa-
HMA B chepe 06paboTKM reHOMHbIX AAaHHbIX.

Bcero B PykoBoactee chopmMy/IMpoBaHO BO-
CcemMb MPUHLMNOB, KOTOPble 3aTparMBatoT pas-
NINYHble acneKTbl 060pOTa reHOMHbIX OaHHbIX.
LlenecoobpasHo npoaHaM3nMpoBaTb YKasaHHble
NPUHLUNBI.

MpuHyun 1: yTBEPKAATb U LEHUTb NpPaBa oOT-
AeNbHbIX UL, U cO0bLLEeCTB MPUHUMATD peLleHus.

YKa3aHHbIM NPMHUMN NpeanosiaraeT, YTo Bce
peLleHMs KaxKaoro YeNloBeKa B OTHOLIEHUN Npeao-
CTaBNEHWA OAHHbBIX CBOErO reHOMA AOXKHbI NpK-
HUMATbCA TONIbKO MOC/e NosyYyeHna MHGopMMUpo-
BaHHOro Ao6poBoabHOrO cornacusa. NMpu sTom B
PykoBoacTBe NpesaycmaTpMBaeTcs BO3MOXKHOCTb
odopmMaeHUA WIMPOKOro cornacma Ha obpaboTky
reHOMHbIX AaHHbIX. CornacHo PykosoacTtsy B 06-
CTOATE/NIbCTBAX, KOT4a HEBO3MOXHO ONpenennTb
KOHKPETHYIO LLe/Ib UCMOJIb30BaHUSA AaHHbIX reHoMa
yesioBeka, MHOOPMUPOBAHHOE COracue Ha WKnpPo-
KMe KaTeropum cbopa, 4oCTyna, UCNosb3oBaHMA
M pacnpocTpaHeHMs AaHHbIX reHOMa YesioBeKa
AO0NYyCTUMO NMpPU YCI0BUM, YTO TaKoM cbop, AoCTyn,
MCMNONb30BaHME M pacnpocTpaHeHne obecneyeHsl
onpeaeneHHbIMM rapaHTuamm'e,

K uncny Takmx rapaHTUi OTHOCUTCS, B YaCTHO-
CTW, co3gaHune n GyHKLMOHUPOBaHUE crneLmab-
HOro opraHa — KOMMWTETA NO JOCTYNY K A@HHbIM,
KOTOPbIN A0MKEH BblTb HE3aBUCUMbIM M HECTU
OTBETCTBEHHOCTb 33 PACCMOTPEHUE 3anpPoCcoB Ha
[OCTYN U KOHTPOJIb 33 cob1togeHMEM YCAOBUMA,
M3NOXEHHbIX B 0a06peHnn goctynald,

MNoaobHoe ycnosue ABAAETCA AOCTATOYHO UH-
HOBALMOHHbIM, T.K. MO 0bLLemy npasuny nHdop-
MUpPOBaHHOe cornacme obopMAAETCA TONbKO Ha
KOHKpPEeTHble AelACTBUA, YKa3aHHble B 3TOM CO-
rnacuun. Tem He meHee peannsaumsa KOHLENLUu
LUMPOKOrO cornacus, Kak npeanaraetca B PyKo-
BOACTBE, MOXKET CNocobcTBOBaTb PAa3BUTUIO MeaU-
LMHCKUX Y TEHETUYECKUX HayUYHbIX MCCAe0BaHMNA.
Tem He meHee NpeacTaBAAeTCA HEAOCTATOYHO
npopaboTaHHbIM BOMPOC O KOMUTETE MO AOCTYMNy
K flaHHbIM, €r0 KOMMNETEHL MW U MPAaBOBOM CTaTyCe.
Pa3spelueHne yKasaHHbIX BONPOCOB BO3MOXHO MpK
PaccCMOTPEHUN UMMNIEMEHTALMM YKA3aHHbIX MPUH-
LUMNOB B HaLMOHabHOE 3aKOHO4ATE/NbCTBO.

B umcne ocTanbHbIX MPUHLMMOB, YTBEPKAEH-
HbIX PYKOBOACTBOM, MOXHO Ha3BaTb c/ieaytoLme.

MpuHyun 2: coumanbHas cnpaBensiNBoOCTb.
MpuHuMN NpeanosiaraetT 0683aTenbCTBO NOA4-
OEePKUBaATb UHAMBUAYA/bHbBIE U KONITEKTUBHbIE
LLEeHHOCTM K obecneuymBaTb cbop, JOCTYN, UCMOSb-
30BaHWe M pPacnpocTpaHeHMe AaHHbIX O reHome
yenoseka cnocobamu, Kotopsble (i) cnocobcTytoT
[OCTUNKEHWUIO HauBbICLIEro YPOBHA 340POBbA, UH-
ANBUAYaNbHOIO U KONNEKTUBHOIO Baarononyyus;
(ii) ynoBneTBopsAoT NOTPebHOCTM HEAOCTAaTOYHO
obecneyeHHbIX U MapPruHaNM3UPOBAHHbIX UL,
cemei 1 coobLLecTB, a TaKkXKe TeX, KTO UCMbITbI-
BaeT 6onee cepbesHble NPobsembl CO 340P0Bb-
em; (iii) cokpalaoT counanbHO-3KOHOMMYECKoe
HEepaBeHCTBO W HECNPaBEeA/IMBOCTb B OTHOLLEHUU
3400poBbA; (iv) cnocobeTBytoT MobanbHOMY paBeH-
cTBY 1 (V) nsberaot MHAMBMAYANbHOW U rPYNMo-
BOM AUCKPUMMHALMUMN U CTUTMATU3ALUN.

lMpuHyun 3: connaapHOCTb, KOTOPan CBA3aHa C
HEeobXxo4MMOCTbIO pelleHusa Nnpobaem pasnmumi
B BO3MOXHOCTSX U CYLLECTBYIOLLEINO HEPABEHCTBA
MeXAY PasHbIMM 0AbMM, CEMbAMM UAKN coobLe-
CTBaMW, CTPAHaMM U PETUOHAMM.

MpuHyun 4: paBHbIN A4OCTYN K AaHHbIM O re-
HOMeE YesloBEeKa M NONYYEHUIO BbIFOAbI OT HUX,
KOTOpbI NpeanonaraeT B TOM Yncne obasatenb-
CTBO rapaHTUPOBaTb, YTO OTAE/IbHbIE INLA, CEMbU
M coobLLecTBa, YbM AaHHbIE O FTEeHOME YeN0BeKa
cobupatoTcs, AOCTYMHbI, UCNOb3YOTCA U pPacnpo-
CTPAHAIOTCS, MOAYYaOT CNPaBeaIMBYIO Bbirogy OT
NX UCMNOJIb30BaHUA.

MpuHyun 5: coTpyaHMYecTBO, KOoNnepauma
M NAapTHEpPCTBO, KOTOpble Npeanonaratot oba-
3aTeNbCTBO COAENCTBOBATb B3aMMOBbLIFO4HOMY
MECTHOMY, HaUMOHa/IbHOMY M MEXAyHapogHOMY
COTpYyAHUYECTBY, COTPYAHNYECTBY U NAPTHEPCTBY,

18 URL: https://www.who.int/publications/i/item/9789240102149 (paTa obpauieHna: 20.11.2024).
19 URL: https://www.who.int/publications/i/item/9789240102149 (aata ob6paieHus: 20.11.2024).
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BK/IlOYas rocyaapcTBeHHO-Y4acTHOE NapTHepPCTBO,
MeX 4y TEMM, KTO y4acTBYET BO BCeX acneKTax cbo-
pa, 4OCTyna, MCNOMb30BaHUA M 0bMeHa AaHHbIMM
0 reHome YenoBeKa.

MpuHyun 6: ynpaBieHue AaHHbIMU reHoMa Ye-
JIoBEKa, KoTopoe npeanonaraet Heobxo4MMOoCTb
(i) paspabaTbiBaTh NpoLecchbl, obecneymBatoLmne
cnpaBegamBbIi cbop, AOCTYN, UCMO/Ib30BaHUE U
pacnpocTpaHeHne AaHHbIX O TeHOME Ye/I0BeKa;
(ii) cnepoBaTh TEKYLLEN STUYECKON MPaKTUKE B
OTHOLUEHUW AaHHbIX O reHoMe YesioBeKa; (iii) BbI-
ABNATb U MUHMMU3NPOBATb NOTEHLMANbHbIE
pucKn npu cbope, AoCTyne, UCNONb30BaHUN U
pacnpocTpaHeHUM AaHHbIX O FTEHOME YesloBeKa U
(iv) cobntogaTb NpMMeHUMbIe 3aKOHbI U PEKOMEH-
OaLnn, BKAKOYAA 3aKOHbI O KOHPUAEHLMANBHOCTH
W 3alMTe AaHHbIX.

lMpuHyun 7: Npo3payvyHOCTb, KOTOPAA BK/AOYaET
B cebs B TOM Yncne npefocTaB/ieHme pesynbTaToB
nccnefoBaHU B OTKPLITOM 40CTyne ANs oTAeNb-
HbIX /1L, CEMEM, COOBLLLECTB U APYrUX 3auHTepe-
COBaHHbIX CTOPOH, KOTOpble NOAENNANCE TEHOM-
HbIMM AaHHbIMMU.

lMpuHyun 8: NogoOTYETHOCTb, KOTOPan Npea-
nonaraet cosgaHue NPoLeccoB U MexaHU3MOB,
obecneynBaoWmx cobaogeHNe OTBETCTBEHHOIO
cbopa, gocTyna, UCNoNb30BaHMA M pacnpocTpaHe-
HMA AaHHbIX O FEHOME Ye/NI0BEKa.

AHaNM13 yKasaHHbIX MPUHLMMNOB NO3BONSAET cAe-
NaTb BbIBOA O TOM, YTO OHM AOCTaTOYHO HEOLHO-
3HAYHbl. 9TO MOMKHO CKa3aTb, Hanpumep, O NPUH-
umne 7, npeanonaratowem npu onpeneneHHbIx
ycnosuax 0bMeH reHOMHbIMU AaHHbIMU. MpUH-
uMn 1, Kacatowmiica WMpoKoro MHGOPMUpPOBAH-
HOrO corfacus, HyXgaeTcs B 4OMNONHUTENbHOMN

OLEHKE C TOYKM 3pEHMA BO3MOXKHOCTM €ro peasu-
3auuun 1 cobntoaeHma banaHca MHTEPECOB.

Tem He meHee camm no cebe yKazaHHble MpuH-
LUMMbl NPeaCcTaBAAIOT 3HAYMUTE IbHbIV MHTEpeC A
OaNbHENLLEero n3ydeHuns n obcy»KaeHNA B Hay4HOM
cpege.

BbiBoabl

Ha ocHOBaHWM NpoBeAEHHbIX UCCNEA0BAHNA MOXK-
HO cAenaTb BbIBOA, YTO HA YPOBHE MEXAYHAPOA-
HbIX OpraHM3aunii NnpeanpUHMUMaloTCA onpeae-
JIeHHble Waru K BblpaboTke 0CHOB pPeryanpoBaHus
06pabOoTKMN reHeTUYECKUX M TEHOMHbIX AaHHbIX C
y4eTom mx cneumdurKn, B TOM YNCE MHOKECTBEH-
HOCTM CyObEKTOB, KOTOPbIX 3TW AaHHble 3aTparu-
BAtOT, NPEeXAe BCEro poACTBEHHMKOB.

BONbLIMHCTBO NOMBITOK PeryiMpoBaHusA Bblpa-
)KaloTCsA B HOpMax TaK Ha3blBAEMOIO MAFKOro npa-
Ba, YTO BMOJIHE COOTBETCTBYET CTagMWN PA3BUTUA
AAHHbIX 00LEeCTBEHHbIX OTHOLLEHWIA.

Bce npuHMMaeMmMble aKTbl, HanpaBAeHHble Ha
perynnposaHue o6paboTKM reHeTUYECKMX U re-
HOMHbIX AaHHbIX, Hale/NeHbl Ha NOMCK BanaHca
MHTEPECOB Pa3/INYHbIX COUMANbHBIX TPYNA U B
ntobom ciyyae Ha nonck banaHca mexay nyoany-
HbIMW M YaCTHbIMM (MHAWBUAYANbHBIMW) UHTEpPE-
camu.

PaunoHanbHoe, ¢ yyeTom MHTepecos Poccuin-
ckol depepaumm ncnoab3oBaHWe NOAXOA0B,
chopMyNMPOBaHHbIX Ha YPOBHE MEKAYHAPOAHbIX
opraHusauuii, No3BoAUT paspaboTaTb Npeasno-
YKEHMA MO COBEPLUEHCTBOBAHMIO BHYTPUrocyaap-
CTBEHHOrO PeryaMpoBaHuA B yKa3aHHoM coepe.
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