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KoHdupaeHunanbHOCTL reHOMHOW MHpOpMaLUK
U NpaBo Ha AOCTYN K HAYYHbIM 3HAHUAM:
BOMPOCbI COOTHOLIEHUA

Pestome. B cTatbe nccnemyerca pexxmum KoHOUAEHLMAaNbHOCTU FreHOMHOM MHbopmaumuu. Mo MHeHUto aBTopa,
«reHomHas MHGopmauua» ABNAETCA CneumasbHbIM NOHATUEM B chepe NepCcoHanbHbIX AaHHbIX U TpebyeT no-
BbILEHHbIX HOPMATUBHbIX rapaHTUI NPaBOBOM OXPaHbl M 3aWKUTbl. MOMMMO 3TOrO, pacCMaTpPMBaETCA BONPOC
06 OCHOBAHMAX PACKPbITUA U UCNONb30BAHUA AAHHOIO TUMA UHPOPMaUUK. o MHEHUIO NccnesoBaTens, aTo
BO3MOKHO TOJIbKO MPU HAMYUKN NYHANYHOTO MHTEPECA B MPOBEAEHMM HAYUYHbIX U3bICKAaHMIA, CNOCOBCTBYOLMX
peannsaumm rocyaapcrsom GyHKUUKM 34paBoOXpaHeHnA. HOpMaTMBHOM OCHOBOM A5 3TOFO MOXET CAYXUTb
NpaBo Ha AOCTYMN K Hay4HbIM 3HaHUAM, 3aKpeneHHoe Bo Bceobuielt geknapaunm npas yenoseka 1948 r. ABtop
OTMeYaeT, YTO JaHHOe NPaBo A0 CUX NOpP He YCTAHOB/IEHO Ha YPOBHE HALMOHaNbHbIX 3aKOHOAATENbCTB, YTO
CYLLLECTBEHHO 3aTPYAHAET ero NOHUMaHME U ONpeaeNeHne OrpaHNUYeHN Npu ero peanmsaunn. B ctatbe Takke
noAYepKMBAETCA YHUKANbHOCTb FTeHOMHOM MHbOPMALLMK, 1A KOTOPOI XapaKTepHbl YepTbl UAEHTUGULMPYEMO-
CTM M YCNIOBHOM OMAacHOCTU. Ha3BaHHbIe NPU3HAKM KOHKPETU3UPYIOTCA C TOYKM 3pEeHUA LLen U 06bema UCnosb-
30BaHMA reHETUYECKMX AaHHbIX, UX NHOOPMALMOHHOIO COAEPKAHUA, a TaKKe CTENEHU UX BAUAHUA Ha NpaBa
COOTBETCTBYIOLLEro AnLa. B 3akntoueHne aBTOp NpeasiaraeT onTMMasbHbI BapMaHT COOTHOLEHUA NpaBa Ha
[OCTYN K Hay4YHbIM 3HAHMAM U KOHOUAEHUNANBHOCTU FTEHOMHOM MHbOPMALLMK, NOCPEeACTBOM KOTOPOTO MOTyT
6bITb 0becneyeHbl Kak apdeKTUBHbIE NPABOBasA OXPaHa M 3alimMTa, Tak U CTabUIbHbIW XO4, Hay4HOM 3BOIOLUN
1 nporpecca.
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Genomic Data Privacy and the Right to Science: Issues of Balance

Lyudmila N. Berg
Ural State Law University
Ekaterinburg, Russian Federation

Abstract. The paper examines the confidentiality of genomic data. According to the author, genomic data is a
special concept in the field of personal data and requires increased regulatory guarantees of legal protection
and safeguards. In addition, the author considers the issue of the grounds for disclosure and use of this type of
information. According to the researcher, this is possible only if there is a public interest in conducting scientific
research that contributes to the implementation of the health function by the state. The right to science, enshrined
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in the Universal Declaration of Human Rights of 1948, can serve as a regulatory basis for this. The author notes
that this right has not yet been established at the level of national legislation, which significantly complicates its
understanding and definition of restrictions in its implementation. The paper also emphasizes the uniqueness
of genomic information, which is characterized by features of identifiability and relative danger. These features
are specified by the author in terms of the purpose and scope of the use of genetic data, their informational
content, as well as the degree of their influence on the rights of the relevant person. In conclusion, the author
puts forward am idea of one best way to balance the right to science and genomic data privacy, through which it
will be possible to ensure both effective legal protection and a stable course of scientific evolution and progress.
Keywords: genomic information; genomic data; confidentiality; personal data; right to science; public interest;
principle of equality; scientific evolution; scientific progress
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JKcno3nyua

KoHbunaeHLManbHOCTb MPOYHO CBA3AHa C NPUH-
LMNOM paBeHCTBa B UHOOPMALMOHHOM KOHTEK-
CTe M paccmaTpuBaeTca KaK topuamndeckan oba-
3aHHOCTb, byAb TO NoApa3ymeBaemMan UAW ABHaA,
He pacKpbIBaTb UK He AenaTb SOCTYMHOM MHbIM
o6paszom MHPOPMaLMIO MPU OTCYTCTBUM 3aKOHHbIX
OCHOBaHMtL. MOXHO cunTaTb aKCMOMATUYHBIM,
YTO MPUTA3AHME Ye/I0BEKA HA KOHTPO/b Haf, CBe-
OEHUAMM, HENOCPEACTBEHHO K HEMY OTHOCSLLMU-
MWCS, COCTaBNAET BaXKHYH YacCTb NPaBa Ha Henpwu-
KOCHOBEHHOCTb YaCTHOM }M3HU. C noABAeHMEM
KOMMNbIOTEPOB U aBTOMATU3UPOBAHHbIX CUCTEM,
o6pabaTbiBalOLWMX 3HAUYNTENIbHbIE 06BEMbI NEPCO-
HaNbHbIX A@HHbIX, 0COOYI0 BaXKHOCTb NpunobpeTatoT
rapaHTMM NPaBOBOM OXPaHbl U 3aLLMUTbI MPaBa Ha
HEMPUKOCHOBEHHOCTb YaCTHOM KMU3HWU N KOHOU-
OeHUManbHOCTb MHPopMmaumn. O4HOBPEMEHHO
C 3TMM A0MNYCKAOTCA 3aKOHHOE UCMOb30BaHUE
N pacKpbiTUe KoHbMAEHUNANBbHOM MHPOopMaLmK,
Hanpumep, ANA NPOBEeAEHMA HAaYUYHbIX UCCeao-
BaHWI, KOTOPbIE MOTYT paccmaTpmBaTbca B bonee
LUMPOKOM KOHTEKCTE NyB6/IMYHOrO MHTEepeca, KOH-
Lenumsa KOTOPOro XOTA U HECKOIbKO «TyMaHHa», HO
TEM HE MeHee JOKTPUHANbHO OCMbICNEeHa?.

B 60/1bLLIMHCTBE IOPUCANKLMIA NPaBOBON pe-
UM KoOHPMAaeHUMaNbHON MHPOPMaLMKN Npea-
nonaraer, 4To ee noay4vaTenm obasaHbl obecne-

4YMBaTb TalHY COOTBETCTBYIOLLNX CBEAEHUI, ECM
HET 3aKOHHbIX OCHOBAHUWN AN UX PACKPbLITUA,
TaKuUX Kak cornacue nuua. CooTseTcraytolime
HOPMbI OENCTBYIOT, Hanpumep, B CUHranype, rae
YCTaHOB/IEHWE, UCMOJIb30OBAHME NN PACKpbITUE
NnepCcoHanbHbIX AaHHbIX AOMNYCKAlOTCA TONIbKO B
C/yyae noJiy4eHus OT 3aUHTepPecoBaHHOro Anua
NMUCbMEHHOIO COrnacusa, KOTOPOEe MOXKET bbITb B
noboe Bpemsa oto3saHo3. B OAD Take npeay-
CMOTPEHO, YTo AnAa 06paboTKu (B TOM umcne B
aBTOMaTM3NPOBaHHOM dopme) U Nnepeaayn nep-
COHa/IbHbIX ZaHHbIX HEOBXOAUMO MNOJTy4eHMe OT
rpa*kgaHWHa cornacus, coaepKallero ykasaHue
Ha OTCYTCTBME KaKUX-TMBO BO3ParKeHWUI OTHOCK-
TeNIbHO LeNielt UCN0Nb30BaHMA COOTBETCTBYIOLLMX
ceegeHnit?. MosobHble Noaxoabl B MOMHOW Mepe
cornacytoTca co cT. 8 (NpaBo Ha HENPUKOCHOBEH-
HOCTb YaCTHOWM KM3HM) 1 10 (cBob6OAa BbiparkeHuUsA
MHeHUN) KoHBeHLMK O 3alluTe NpaB Yel0BeKa U
OCHOBHbIX cBo60g, 1950 r.°

B oTeyecTB@HHOM 3aKOHOAATENbCTBE HOPMDbI
0 3aWmnTe KOHPUAEHUMANBHOCTU FreHETUYECKUX
AaHHbIX cogepxaTtca B PegepanbHOM 3aKOHe OT
27.07.2006 Ne 152-®3 «O nepcoHanbHbIX AaH-
HbIX», COI/TaCHO KOTOPOMY reHeTHuYecKan MHbopma-
LS OTHOCUTCS K BUOMETPUYECKMM NEPCOHAbHbIM
[aHHbIM®. B cuny sToro nobas popma Mcnonbso-
BaHWSA (B TOM Yncne B3ATUE) FeHETUYECKUX MaTe-
pW1anoB OCyLLEeCTBAAETCA TONbKO NOCAE NosyYeHus

L Neil M., Solove D. Privacy’s Other Path: Recovering the Law of Confidentiality // Georgetown Law Journal.

2007. Vol. 96. No. 1. P. 123-182.

Ballantyne A., Schaefer G. O. Public Interest in Health Data Research: Laying Out the Conceptual Groundwork //

Journal of Medical Ethics. 2020. Vol. 46. No. 2. P. 610-616.
3 33KOH 0 3aWMTe NEePCcoHanbHbIX AaHHbIX = The Personal Data Protection Act (PDPA) (Cuuranyp, 2012 r.) // URL:
https://sso.agc.gov.sg/Act/PDPA2012 (nata obpauweHus: 27.05.2024).

3aKOH 0 3alumMTe MepcoHasbHbIX AaHHbIX = The Personal Data Protection Law (PDPL) (A6y-Aa6u, 2021 r.) //

URL: https://www.wam.ae/en/details/1395302997239 (gaTta obpauweHua: 27.05.2024).
> URL: https://www.echr.coe.int/documents/d/echr/Convention_RUS (aata obpalueHmna: 27.05.2024).

& C3P®.2006. Ne 31. Ct. 3451.
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KOH(I)U@EHL{LIGHbHOCmb 26HOMHOU UH(I)OPMGL(UU unpasoHa aocmyn K HAYYHbIM 3HAHUAM. 80NPOCbI COOMHOWEHUA

COrNacus COOTBETCTBYIOLLETO /INLLA U C 3apaHee
OroBOpPEeHHbIMU Uenamu. Kpome Toro, KoHOUAEH-
LUManbHOCTb reHOMHOW MHpopMauun obecneumsa-
eTCcs NOCPeACTBOM YCTaHOBNEHUS 00653aTeNbCTBA
coxpaHeHusa BpadebHo TalHbl B cT. 13 Pepe-
panbHOro 3akoHa ot 21.11.2011 Ne 323-®3 «06
OCHOBaX OXpaHbl 340pPOBbA rpaxaaH B Poccuiickoi
depepaummn»’. CornacHo HazBaHHOMY 3aKOHY pac-
KpbiTWe BpayebHOM TalHbl (ee coCTaBAAIOT cBeje-
HUA 0 paKTe 0b6paLLeHMA 33 OKa3aHNEM MeANLMNH-
CKOM NMOMOLLLM, COCTOSIHUM 340PO0BbA U ANArHo3e,
WHble CBeAEHMA, NONYYEHHbIE NPU MEANLNHCKOM
o0b6cnefoBaHNM U IeYEeHNN) [OMNYCKAETCA UCKIOYM-
TE/IbHO C MUCbMEHHOTO COMIACKA FPaXKAAHUHA UAn
ero 3aKoHHoro npeacrasuTens. MNpu stom Tpebo-
BaHWE O MOJIYYEHUUN COMNIACUA NNLLA KaK OAUH U3
WMHCTPYMEHTOB MPABOBOM OXPaHbl U 3aLUUTbl KOH-
dunaeHumanbHOM MHPOPMaLIMKM AEMOHCTPUpPYET
HeA0CTaTouHYI0 3GPEeKTUBHOCTLE. DaKTUUECKM No-
NyyeHne AencTBUTEIbHO MHGOPMUPOBAHHOIO CO-
rnacusa 3aTPyAHUTENbHO B CUY MHOTUX GaKTOPOB,
CBA3AHHbIX, HANPUMEP, CO CI0XKHOCTbIO MOHMMA-
HUA NLLAMMK, JAIOLWMMM COracue, FOPUANYECKOM
TEPMUHOIOTUK, @ TaKXKe C onpeneneHnem Kpyra
/ML, OT KOTOpPbIX TPpebyeTca 3anpocuTb cornacue.

Cneunduka reHomHON MHPoOpMaL U
B acnekTe KOHOUACHUNANBHOCTH

HecmoTpa Ha A0BOAIBHO OAHO3HaYHYO 0653aH-
HOCTb NPUAEPKUBATLCA STUHECKUX U topuanYe-
CKux TpeboBaHMi B paboTe ¢ KOHOMAEHLMANbHOM
MHPOPMALMEN, YAaCTO BO3HUKAIOT HEOLHO3HAYHbIE
CUTyauum, cBsAzaHHble ¢ obecnevyeHnem pexmma
KOHPUAEHUMANBHOCTM NEPCOHA/bHbIX AAHHbIX.
[axke aHanM3Mpya «KNaccuyeckme» CLLeHapum npa-
BOOTHOLLEHWI, BO3HMKAOLME NPU NPOBEAEHUN
KAUHUYECKUX UCNbITAHUI NEeKapPCTB, HEM3OEKHO
CTAZIKMBAELWbCA C AUNEMMON: MaKCMMaNbHasA
npaBoBasn OXpaHa NepcoHanbHbIX AaHHbIX 60
NPOoABUMKEHNE HAY4YHbIX NCCnenoBaHuii. Bonpoc
He nNpasgHbli U TpebyeT rMyboKoi NpopaboTKy,
0COBEHHO B CBETE CTPEMUTENILHOTO PA3BUTUSA TEX-
HO/IOrMN aBTOMATM3MPOBAHHOM 06paboTKKM Nepco-
Ha/IbHbIX ZAHHbIX.

7 C3P®.2011. Ne 48. Ct. 6724.

B Hay4HOW AnTepaType OCHOBHbIM NPeaMeTOM
TeopPeTUYECKOro 0BCYKAEHUA ABNACTCA PEKUM
KOHbMAEHUMaNbHOCTU Nt0ObIX NePCOHANbHbIX
OaHHbIX, 6e3 yyeTa cneundUKn HEKOTOPbIX U3
HWX, HaNpPMMep reHoMHOoMN nHpopmaummn®. OTHO-
CUTE/IbHO UX CYLLHOCTM U COLAEPMKAHUA A0 CUX MOopP
He CNOXKMNOCb OAHO3HAYHOIrO MHEHMUSA, U B HayKe
NPOAO/IKATCA ANCKYCCUM NO NOBOAY TOro, 4T
MMEHHO NpeACTaBAAT cObOM 3TN AaHHbIE U Ka-
KMUM WX 3/1IEMEHTaM [LO/IXKHa ObITb NpefocTaBaeHa
npasosas oxpaHa'’. K naHHoMy Bonpocy cneayet
NOAXOANTb C TOUYKU 3PEHMUA COAEPKAHUA FrEeHeTH-
Yyeckux AaHHbIX. C o4HOM CTOpOoHbI, 6rarogaps
HEKOTOPbIM M3 HUX MOXKET ObITb BbIsIB/IEHA YETKan
NPUYMHHO-CIeACTBEHHAsA CBA3b C 3aboneBaHneM
M NCMXoprU3noNornMYeckoin 0CoOb6eHHOCTBIO KOH-
KpeTHoro anua. C gpyroi CTOPOHbI, HEKOTOPbIE U3
reHeTUYECKUX AaHHbIX NNLLb YKa3biBakOT HA KaKyto-
nmMbo BEPOATHOCTb, Ha NOTEHLMa/IbHY BOCNPU-
MMUMBOCTb. CneayeT yunTbIBaTb U OOBEKTUBHbBIE
baKTopbl, HANPUMEP U3MEHEHME OBLLLECTBEHHOTO
BOCNPUATMA TOTO UAU MHOTO reHeTU4Yeckoro 3abo-
NeBaHuA.

NTaK, 6e3 yACHeHMA CyLWHOCTN N cBoeobpas-
HbIX CBOMCTB rEHOMHON MHbOPMALMM HENb3A
BblpaboTaTb afAeKBaTHbIN PEXUM ee NPaBOBOM
OXpaHbl U YCTaHOBUTb BanaHC Mexay NHTEPecoM
OTAENbHbIX UL, OTHOCUTENIbHO KOHPUAEHLMaNb-
HOCTM 1 NOTPebHOCTbIO 0bLLLEecTBa B AOCTYME K CBE-
AEHUAM, NOTEHLMANbHO MMEIOLWMM LEHHOCTb ANA
pa3BUTUA HayKW. [P 3TOM NOUCK ONTUMANbHOIO
COOTHOLUEHMA OC/IOXKHAOT HECKONbKO GAKTOPOB.
MepBbli — 3TO BO3SHWUKHOBEHME FEHOMUKN B0Nb-
KX gaHHbIX (Big Data Genomics ), npumeHsAoLWwei
MHCTPYMEHTapuin MHPopmMaTHUKKM ansa o6paboTku
[AaHHbIX. BTOpoit — BCE 3ameTHee TeHAEHLMA Npo-
BeAEHMA BbIOOPKM B MacluTabax reHOMa U CeKBe-
HMPOBAHWA BCEro reHoMa BMeCTO UcCefoBaHuA
Hebo/IbLMX reHeTUYecKnx obpasLoBs (Hanpumep,
OZMH NOKYC UM OAMH reH). TpeTuit pakTop cBa-
3aH C pa3BUTUEM BMOBAHKMHIA U YBEIMYEHNEM
KosinyectBa obpabaTbiBaemMbIX reHETUYECKUX
AaHHbIX. HakoHel,, yeTBepTblit paKTOp OTHOCUTCA
K NOBbIEHWNIO AOCTYNHOCTN FTEHETUYECKOTO TECTU-
POBAHWA ANA HAaCENeHMA U CHUMKEHMIO 3aTpaT Ha
CEeKBEeHMpOBaHMe B LesoM. Kak cnencremne, MHo-

8 Schaefer G., Laurie G., Menon S., Campbell A., Teck Chuan Voo. Clarifying How to Deploy the Public Interest
Criterion in Consent Waivers for Health Data and Tissue Research // BMC Medical Ethics. 2020. Vol. 21. No. 1.

P. 2-10.

Otlowski M. Sharing of Genomic Data: Exploring the Privacy Implications of the Changing Status of Genomic

Data // Journal of Law and Medicine. 2023. Vol. 30. No. 2. P. 326-344.
10 MpaBoBas reHomMMKa : yuebHUK / M. A. Bonkos, [. C. Bragumuposa [u ap.]. M. : PycaitHc, 2023. C. 99.
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rMe onepaTopbl reHEeTUYECKOro TeCTUPOBaHMA BCE
Yalle CTPeMATCA UCMO0/Ib30BaTh AaHHbIE CEKBEHU-
POBaHMA B KOMMEPUYECKUX Liensx (BKAoYan map-
KETUHT 1 pa3paboTKy neKapcrs).

(BoicTBa MAGHTMOULMPYEMOCTH U YCIOBHOM
ONacHOCTU reHOMHOI MHpOpMaLuK

Ob6pauwanck K cneundmnke reHeTUYECKNX AdaH-
HbIX, OTMETUM, YTO OBbIYHO OHW reHepPUpPyrTCA
nytem cekseHupoBaHua AHK uau PHK B 6uo-
norunyeckmx obpasyax. 3aTem 3TM faHHble aHa-
NIN3NPYIOTCA C NOMOLLbIO pPsAga CTAaTUCTUYECKUX
M BbIYNCAUTENIbHBIX METOAOB, NpeAnoaaratowmx
BbIfIB/IEHNE reHeTUYeCKUX 3aKOHOMEPHOCTEN, UX
Bapuauuii, OTKIOHEHUN U myTaumi. NogobHas
MHbOpPMaLMA He TONIbKO MMeeT 3HaYeHne and
pa3BuTMA GyHOAMEHTaNbHbIX Hay4YHbIX UCCeso-
BaHMWM, HO TaK}Ke MMeeT NPUKNALHYIO LLEHHOCTb,
Hanpumep npu paspaboTke NeKapcTB U BaKLMH.
Kpome Toro, reHeTMyeckme gaHHblie MOryT bbITb
MCNOb30BaHbl ANA UAEHTUDUKALMM UAN NPOTHO-
3MPOBAHUA MPAKTUUYECKU NHOOOM AEATENBHOCTH,
TaK KaK OMUCbIBAOT MHOXECTBO XapaKTEPUCTUK:
COCTOAHME 340P0BbA, STHUYECKYIO MPUHALNENK-
HOCTb, MCUXOTUN IMYHOCTU, Aemorpaduyecknin
noteHumnan. Takme cBeAeHMA NePCOHANN30BaH-
HOro XapaKTepa He TO/IbKO MMEIOT LEHHOCTb ANA
KOHKPETHOrO Ye/I0BEKa, HO TaKKe 061a4atoT Ha-
Y4YHbIM NoTeHuManom. OcobeHHO 3TO OTHOCUTCA
K KPYNHOMACLITabHbIM NPOeKTam, TpebyoLwmm
cbopa n 06paboTKM BHYWNTENBHOIO 06beMa
OaHHbIX. Hanpumep, B pamKax mexayHapoaHoro
nccnegosaHma «1 000 reHomoB» BbiAKn Uccieno-
BaHbl FeHOMbI NpeacTaBuTenen 26 YenoBevyeckmx
NONyAAUNIA (STHUYECKMX TPy, MPOXMUBAIOLLNX Ha
TeppuTopumn Esponsbl, Asnu, KOxHOM 1 CeBepHoOM
Amepukun)l, B pesynbrate yaanoch cosaatb 6asy
OAHHbIX TEHOMOB NONYAALMN U COCTAaBUTb KapTy
MUrpaunm Hapoaos. B Poccum peanmsyetca He
MeHee MaclwTabHbI npoekT — «100 000 + Ax»'2,
Ero uenb — passuTMe ANArHOCTUKU FeHETUYECKH
obycnoBneHHbIX 3aboneBaHMin 1 pa3paboTKa co-
OTBETCTBYIOLMX NEeKAPCTB. Ha AaHHbIN MOMEHT
B pamKax «100 000 + A» nponsBeaeHO CEKBEHU-
poBaHue bonee 25 Tbic. 06pa3LLOB reHETUYECKOTO

maTepmana u cobpaHa KpynHeinwas B Poccum 6asa
reHOMOB.

HasBaHHble NPOEKTbl HAaFMALHO AEMOHCTPU-
PYIOT BbICOKYO HAay4YHY LEHHOCTb reHOMHOM
nHdopmMaLnm, ee 3HAUMMOCTb A1 Pa3BUTUA KaK
MeONLMHCKUX NCCNef0BaHMIA B YacTyM BbISIBAEHUA
reHeTUYecKnx ocobeHHocTel Nonyasumn u mux
npeApacnosioXXeHHOCTU K reHeTuYecKum 3abo-
JIeBaHUAM, TaK U AN1A yraybneHns UCTOPUUYECKUX
3HaHMM O NyTAX MUFPaLUn U GOPMUPOBAHUM IT-
HUYECKUX rpynn Ha onpeaeneHHON TeppUTOpUN.
HemanoBarKHO, 4TO reHOMHasA MHopmaLms xa-
paKTepu3yeT He To/IbKo camoro Hocutena AHK, Ho
M ero KPOBHbIX POACTBEHHMKOB, T.e. CNocobHa no
CBOEMY BO34EeNCTBUIO OXBaTblBaTb ropasao bonee
LWMPOKUI KPYr N1, (Hanpumep, BCIO CEMbIO Yeno-
BEKa, BK/IlOYasA NOTOMKOB), B OTIMYME OT UHbIX
NepCcoHanbHbIX AaHHbIX®.

MoMMMO yKasaHHbIX 0COBEeHHOCTEN reHeTuye-
CKMX AaHHbIX, UM NPUCYLLN MAEHTUOULMPYEMOCTD
M yCNOBHasA 0NacHocTb, 6e3 NOHMMaHKUA KOTOPbIX
HEBO3MOXHO YACHEHMeE NopAAKa GYHKLMOHMPOBA-
HWA reHeTUYECKUX AaHHbIX U Mogenm nx «odpopm-
NleHnsa» Ha ypoBHe 3aKoHodaTenbcTBa. Ecnu nto-
601 13 BbllLEHA3BaAHHbIX NPU3HAKOB reHETUYECKUX
OAHHbIX He byaeT yuTeH, 06s3aTe/IbHO BO3HUKHYT
PaCXOXKAEHNA MEXKAY 3aKOHOM U PeanbHOCTbIO.

JOKTpMHANbHO NpU3HAK MAEHTUDULMUPYEMO-
CTW CBA3bIBAIOT C BONPOCOM O TOM, MOTYT /1N reHe-
TUYECKME AaHHble UNM MHPOPMaLMA, NONYyYEeHHaA
nocsie ux 06paboTKM, yKasblBaTb Ha KOHKPETHOTO
yenoBseka B OTCYTCTBME MHbIX cBeaeHnin'. Mpea-
cTaBnsieTcs, YtTo nogobHoe BnaeHne naeHTUbu-
LMPYEMOCTU FEHETUYECKUX JAaHHbIX HE BNOJIHE
KOPPEKTHO XapaKTepusyeT ux. Bmecto atoro
6onee 060cHOBaHHO yTBEpKAEHNE 06 OTHOCK-
TeNbHOW UAEHTUDULNPYEMOCTN FEHETUYECKUX
OAHHbIX, KOTOPbIe BbINONAHAKT GYHKLUIO Nepco-
HUPMKALMN TONIbKO B KOHKPETHbIX CUTYaLMaAX U
NPMMEHUTENBHO K onpeaeneHHbIM NpPU3HaKam.
To ecTb B Ka*KA0M KOHKPETHOM c/lyyae cieayeT
NCXOANTb U3 LLeNN UCNONb30BaHMUA AAHHbIX U UX
CNOCOBHOCTU K NePCOHNPUKALNK, T.K. pe3ynbTaTbl
aHanuM3a reHeTUYeCcKMX AaHHbIX CaMuM He Bceraa
no3BonAlT naeHTUGULUMpPOBaThL Yenoseka. Kpo-
Mme Toro, nofobHan naeHTUdMKaLma He ABNAeTCA
abCONOTHOM M 3aMETHO YCTYMaeT aHa0rMUYHbIM

1 The International Genome Sample Resource (IGSR) and the 1 000 Genomes Project // URL: https://www.
internationalgenome.org/data/ (aata obpatweHus: 27.05.2024).

12

13 Otlowski M. Op. cit. P. 326-344.

URL: https://www.biotechcampus.ru/ (aata obpauerms: 27.05.2024).

14 Rodriguez L., Brooks L., Greenberg J., Green E. The Complexities of Genomic Identifiability // Science. 2013.

Vol. 339. P. 275-276.
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nepcrnekTUBHbIM pa3paboTkam B chepe unMdpoBbIX
TEXHOJIOTUNA.

Taknm 06pazom, NpusHaK MaeHTUdULMpyemo-
CTU reHETUYECKUX JaHHbIX BapbMpyeTcA B 3aBUCK-
MOCTMU OT TOYHOCTM NEPCOHUPUKALMNM: OHU MO0
OAHO3HAYHO YKA3bIBatOT HAa KOHKPETHOE ANLLO,
NMB0 NOKa3bIBAKOT HEKYHO MPOrHOCTUYECKYIO BEPO-
ATHOCTb, MO0 HMKAK HE NO3BONAIOT ONPeLENNTb
yenoseKa (Hanpumep, NP UcciesoBaHUM NOAK-
mopdHbIx nokycos AHK). NMpu aTom reHeTuyeckue
AaHHble C BbICOKOW MHGOPMALMOHHOM LLEHHOCTbIO
(nosBonatowme NAeHTUPULMPOBATL YE0BEKA)
cneayeT OTHECTU K BMoMeTpuUeckum, ans cbopa,
06paboTKM M XpaHEHUA KOTOPbIX NPeayCMOTPEHbI
Hanbonee cTporne TpeboBaHuMA. B cBOIO ouepesp,
ONA KKBAa3UMHPOPMALMOHHbLIX» FEHETUYECKMUX
AaHHbIX C HU3KOM NPeanKTUBHOW LEeHHOCTbIO (Ha-
npumep, pesynbTaTbl FEHETUYECKOIO TECTMPOBaA-
HWA, OTHOCALLMECA K KNETOYHOM XapaKTEPUCTUKeE),
T.€. He coAepKallmx CBEAEHMUM, HANPAMYIO Kacato-
LLMXCA *KU3HWU 1 300POBbSA, JOCTaTOYHO YMEPEH-
HbIX FapaHTUI, TAKNX KaK TpeboBaHUe NonyvyeHuns
MHGOPMMPOBAHHOTIO COFIACKA Ha UCMO/Ib30BaHMeE.
B OTHOLUEHWNN FrEHETUYECKUX AAHHbIX C HU3KOM WUH-
$OpPMaLMOHHOM LLEHHOCTbIO, HENPUTOAHbIX AN
NPOrHO3MpPoOBaHMA U NepcoHUPUKaLMn, HO 3Ha-
YMMBIX C TOYKU 3PEHUA CTAaTUCTUKKU, MOTYT BbITb
npeaycmoTpeHbl 6onee «nerkme» npoueaypHblie
rapaHTMm, obecrneymBatoLLe MUHUMA/bHbIN YPO-
BEHb KOHOUAEHLMANBHOCTU, B OCHOBHOM B popme
cobnogeHna TpeboBaHMin 6€30MacHOCTU COOTBET-
CTBYHOLLMX MHPOPMALMOHHBIX PECYPCOB XPaHEHUS
reHOMHOM nHpopmauun'>,

MpW3HaK ycNOBHOM ONAaCHOCTM CBA3AH C TUMOM
nHdopmaLmm, Nofy4aemol NocpeacTBOM aHaIM3a
M 06pabOTKM reHeTUYECKUX AaHHbIX, U BOMPOCOM
0 TOM, KaKoM ypoBeHb KOHPUAEHUMANBHOCTU [0~
YKeH 6bITb NPUCBOEH el N0 YMONYaHWUIO UAN NpU
KOHKPeTHbIX 06cToaTenbcTBax e, MpusHak ycnos-
HOWM OMACHOCTU OCHOBAH Ha NPW3HaHWUM TOTO, YTO
HEeKOTOpPble TUMbl FTEHETUYECKUX AAHHbIX Npes-
CTaBNAIOT NOTEHLMANbHbIA PUCK AN OTAENbHbIX
v, 6bITb NOABEPTHYTBIMU ANCKPUMMUHALLUN AN
npeTtepneBaTb UHble HebNaronpuaATHbIE Nocnes-

ctenal’. 310 0cobeHHO APKO NPOABNAETCA B OTHO-
LWEeHWM HEKOTOPbIX rpynn HaceneHua. Hanpumep,
npoounm AHK nunw, oTobIBLUMX HaKa3aHWe, 4acTo
XpaHATca 6e3 cobntogeHMA 3aKoOHOAATeIbHO YCTa-
HOB/NIEHHbIX CPOKOB, YTO BbI210 MPU3HAHO CYyAbAMM
ECMY HapyweHnem npaBa Ha HEMNPUKOCHOBEH-
HOCTb YaCTHOW XM3HU. B YacTHOCTH, B pelLeHnmn no
aeny «C. n Mapnep npotus CoeanHeHHoro Kopo-
nescteay (S. and Marper v. the United Kingdom)
6b1J10 OTMEYEHO, YTO HEOFPAHMYEHHOE MO Bpe-
MeHU xpaHeHune JHK-maTepnanos 1 oTneyaTkos
nanbues NuL, OTObIBLUMX HaKa3aHWe, HapyLlaeT
cnpaBen/iIMBOe PaBHOBECUME MEXKAY KOHKYpUpYto-
WMMWU NYBAUYHBIMUM M YaCTHbIMW MHTEPECAMM, A
TaKXe npeacrasnfer coboit HecopasmepHoe BMe-
LIATeNbCTBO rOCy4apCcTBa B NPaBo rpaxaaH Ha yBa-
YKeHMe HENPUKOCHOBEHHOCTM YAaCTHOM }KU3HU U
He MOMKET C/IYXKUTb Lensim NpeaynpexaeHnsa npe-
cTynnenninté,

CT0/1b WWMPOKOE NOHMMaHMe NpU3HaKa yc/oB-
HOM OMACHOCTM KaK OXBaTblBalOLWEro Atobyto
Yyrpo3y HapyLleHMs OCHOBHbIX NpaB u csobop
YyenoBeKa Npu banKanwem paccCMOTPEHUM BPAL,
I YyMEeCTHO, Beab HONbWMHCTBO FreHETUYECKMUX
OaHHbIX HEMTPANbHbI MO COAEPMKAHUIO U XapaKTe-
PUCTMKA «ONACHOCTbY» OTHOCUTCA TO/IbKO K onpe-
AEeNeHHbIM UX BUAaMm (Hanpumep, reHeTuyeckas
nHdopmauma, HenocpeacTBEHHO yKasblBatoLWwas
Ha OTK/IOHEHMWA B COCTOSIHUM 34,0P0BbA YENOBEKA).
WUTak, reHeTUYECKME JaHHbIEe AOIKHbI 06134aThb
MHPOPMALMOHHOM LEHHOCTbIO, KOTHOCUMOCTbIO»
K KOHKPETHOMY /1LY, @ He MPOCTO YKa3biBaTb Ha
TO, YTO MyTaLuKM B reHe X BbI3blBatoT 601e3Hb Y.
To »Ke camoe OTHOCUTCA M K CBEeAEHMAM O Hanu-
YUKW reHeTUYECKOoM NPeapPaCcnoNiOKEHHOCTHU K 3a-
60neBaHM1IO, KOTOPblE HEe/b3s NPU3HATL YCI0BHO
onacHol MHbopMauuelt BBUAY OTCYTCTBUA CBA3MU
C MAEHTUDUNLMPYEMDBIM INLOM.

Bcé ckazaHHOe noaTBeprKAAET, YTO reHeTH-
YyecKkue AaHHble NLWb NOTEHLUMANABHO cogepKaT
B cebe anemeHT yC/I0BHOM ONAaCHOCTU, CTEMNEHDb
KOTOPOW CUABHO 3aBUCUT OT UX MHPOPMALMOH-
HOM COCTaBANAOLLEN: CBEAEHWUS O HAaAMYUKM 3a60-
NIeBaHMA AN O KaKUX-NMBO MHbIX Ncuxodpusmnye-

15 Costello R. Genetic Data and the Right to Privacy: Towards a Relational Theory // Human Rights Law Review.

2022. Vol. 1. P. 2-10.
16

bepe /1. H. ®opmUpoBaHME MEKAUCUMNANHAPHOMN NPAaBOreHOMHOM KoHLEenuun // INeKTpoHHOe NpuaoxKe-

Hue K Poccuitckomy topmnamyeckomy KypHany. 2022. Ne 4. C. 27-35.

17

Clayton E., Evans B., Hazel J., Rothstein M. The Law of Genetic Privacy: Applications, Implications and

Limitations // Journal of Law and the Biosciences. 2019. Vol. 1. P. 2-36.

18

MoctaHoBneHue EBponenckoro Cyaa no npaBam yenoseka oT 04.12.2008 no geny «C. u Mapnep npotus Co-

eanHeHHoro Koponesctea» (S. and Marper v. the United Kingdom) (sano6a Ne 30562/04) // URL: http://
hudoc.echr.coe.int/eng?i = 001-90051 (aata obpalyeHusa: 27.05.2024).
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CKMX OTKJOHEHMAX AOMNYCTUMO CYUTATb YCAOBHO
OMACHbIMM, CAN PACKPbITUE TaKoW MHPOPMALLUK
6yaeT uMmeTb paspyLuUTeNbHble NOCAeACTBUA ANA
COLMaNbHOro M NPodeccnoHanbHOro crartyca
yenoBeKa, BKNOYaA CTUrMaTU3aLLMIO M BO3MOX-
HYl0 u3onaumio. Hanpumep, ecam paboTtoaatens
y3HaeT O Ha/IMYMKU reHeTUYECKON MyTauun y
NoTeHUManbHOro paboTHMKA, 3TO MOXeT CTaTb
NPUUYMHOMN ANA OTKa3a B 3aK/J0YEHUM TPYA0BOrO
norosopa. [lpyroii npumep NposBaAEHUA ANCKPHU-
MMHaLMK: CTPAXOBLUMK, 3HasA, YTO YENIOBEK reHe-
TUYECKM NPEAPACNONONKEH K TAXENbIM UNN HEU3-
neuynmbiM 3a601eBaHMAM, MOMKET OTKa3aTbCA OT
odpopmaeHNa AoroBopa AMYHOro cTpaxoBaHma'®.
OpHaKo He BCe reHeTUYecKme AaHHble CBA3aHbI C
onpeaeneHnem CoCcToAHMA 340p0BbA. B cBA3M ¢
5TUM UX cnedyeT OTHOCUTb K Pa3HbIM KaTeropuam
NepPCOHabHbIX A@HHbIX, YYMTbIBaA COAEPIKaHMNe
FEHOMHOW MHPOPMaLMK, eI ee UCNONb30BaHMA
M XpaHeHuA.

lpaBo Ha AOCTYN K HAYYHbIM 3HAHUAM:
TeopeTUYecKuin U NPUKNaAHOI acneKTbl

UTaK, yACHUB CYLLHOCTb U K/JOYEBble CBOMCTBA
reHOMHOM MHGOPMaLMK, a TaKKe onpeaenms Ux
CYLLECTBEHHYIO POJIb B MPOABUMKEHUN HAYYHbIX UC-
cnefoBaHMA, 06paTUMCSA K OCHOBOMO/IaratoLLemy
BOMPOCY O TOM, B KAKOM CTENeHU KOHOUAEHLMN-
ANIbHOCTb FEHETUYECKUX AAHHbIX COOTHOCUTCA C
NPaBOM Ha AOCTYN K HAay4YHbIM 3HAHUAM. OTbICKa-
Hue 6anaHca YaCTHbIX U NYBANYHBIX MHTEPECOoB
NMO3BO/IUT PELUNTb U UHbIE NPOBAEMbI, Hanpumep
PacnpoCTpaHEHUA FreHETUYECKON AUCKPUMMUHALLUN,
YyBE/IMYEHMA YMCAIA C/IyYaeB HECAHKLMOHMPOBAH-
HOro B/IAAEHWUS U KOMMEPYECKOTO UCMO/1b30BaHUA
OaHHbIX, MPAKTUKM MOY4eHNA 4OCTYNA K AaHHbIM
6e3 nHdbopmmnposaHHoro cornacua’,

Kak 6bl10 OTMeYeHO Bbile, A8 PAaCKPbITUA
KOHbMAaeHUManbHON MHPOPMaLMM HeOBXoANMMO
3aKOHHOE OCHOBaHMe. fIBNAEeTCA I TaKOBbIM Mpa-
BO Ha [0CTYyN K Hay4YHbIM 3HaHMAM, OTpaxKatoLlee

19 Costello R. Op. cit. P. 2-10.
20

mup. 2011. Ne 10. C. 59-62.

ny6anYHbIN MHTEepec B becnepeboMHOMN Hay4yHOM
asositounn? MNperkae 4em OTBETUTb HA NOCTABNEH-
Hbl1 BONPOC, 06paTMMCA K CoAeprKaHMIo NpaBa Ha
[OCTYN K Hay4YHbIM 3HaHMAM. B Hay4HOI AnTepa-
Type NpeBanvpyeT No3nuUMA 0 HAJIMYUKN B HEM A,BYX
3N1eMEHTOB: NepBbIit — 3TO NOOLPEHME YYacTmA
B HAY4YHbIX UCCIeA0BAHUAX U UCNONb30BaHME UX
pesynbTaToB ana obwecrtseHHoro 6aara; BTO-
poW — 3TO 3allLMTa NpaB aBTOPOB Pa3paboTok, AB-
NAOLMXCA PEe3yNbTaTOM HayyHbIX Tpyaos?t. O6o-
3HaYeHHaA ABYX3/IeMEHTHasn CTPyKTypa coobpasHa
cTatbe 27 Bceobuiel geknapaLumm npas YenoBeKa
1948 r., npegycmaTtpuBatowen obasatenbcrTea
rocygapcTts no obecnevyeHmnIo 1 NOOLLPEHMUIO UC-
No/b30BaHWUA AOCTUMKEHUI HAayYHOTO Nporpecca, a
TaK)Ke Mo 3alLMTe aBTOPCKMX NPaB Ha pesynbTaTbl
Hay4YHOWN AeATeNIbHOCTM.

MpaBo Ha ZOCTYN K Hay4yHbIM 3HaHUAM, NONY-
YMBLLEE MEXAYHAaPOAHO-NPAaBOBOE NPU3HaHMKe, B
60NbLUMHCTBE HALLMOHANbHbIX 3aKOHOAATENLCTB HEe
06penio HopMaTUBHOTO 3aKpenaeHua u byarto 6bl
«BblNano» n3 cepbl NPaBOBOrO perynpoBaHuA.
CKkasaHHoe oTHOCUTCA U K Poccun, rae, B oTanumne
oT 60/1bLUIMHCTBA APYrUX NPaB YeNOBEKa, NPABO
Ha AOCTYN K Hay4yHbIM 3HAHUAM HOPMATUBHO He
3aKpenseHo. B oTcyTcTBME NPaBOBOM pernameHTa-
LMK [OCTAaTOYHO CNOXKHO onpeaenmTb B NPUKaLa-
HOM acneKTe, YTO MMEHHO NoApPa3yMeBaeT NpPaBo-
MOYMe NoSb30BaHMA NPenMyLLECTBAMWN Hay4yHOM
3BO/IIOLMW U NPOrpecca U UX pesynbTaTaMm, 0Cco-
6€eHHO B OTHOLIEHWUWN FTEHOMHbIX U FeHEeTUYECKMX
nccneaoBaHUM, CToNb cneuudUUHbIX.

BONbWWHCTBO aBTOPOB MCNOJIb3YIOT GOPMYIU-
POBKY «MPeMMyLLECTBA HAY4HOrO Nporpecca» And
OMWCaHUA BKNALA YYEHbIX U MPOBOAMMBIX UMK
nccneaoBaHuin B passutme obuiectsa?. Mpu stom
K NpeMMyLLECTBAM B MEPBYIO oyepenb OTHOCAT
MaTepuasibHble «BOM/OLLEHMNA» HAYUYHbIX UCC/e-
[I0BaHUI B XM3Hb (BaKLUMHbI, yaobpennsa n 1.4.)%3.
Bo-BTOpbLIX, B KayecTBe NpenmmyLL,ecTB paccma-
TpusaloT U MHGOPMaALUIO, HEMOCPEACTBEHHO
NMONYYEHHYIO B paMKax Hay4YHOW AeATeNIbHOCTH,
ABNAOLLYIOCA KAtOYeBbIM GAaKTOPOM pacnpocTpa-

KypoukuH C. A. YacTHble M Ny6AnYHbIE MHTEPECHI B NMpaBe — CUCTEMHOe ucciegosaHue // HOpuaunyeckuii

21 Taylor M., Whitton T. Public Interest, Health Research and Data Protection Law: Establishing a Legitimate
Trade-Off between Individual Control and Research Access to Health Data // Laws Journal. 2020. Vol. 9. No. 1.

P. 2-23.
2

Donders Y. The right to enjoy the benefits of scientific progress: in search of state obligations in relation to

health // Medicine, health care, and philosophy. 2011. Vol. 14. No. 4. P. 371-381.
3 Wyndham J., Vitullo M. Define the human right to science // Science. 2018. Vol. 362. P. 975-976.
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HeHWA 3HaHMt?*. To ecTb NpaBoO NOAb30BAHUA Mpe-
MMYLLLECTBAMM Hay4YHOTO Nporpecca npegnonaraert
NpaKTUYeCcKoe NpMMeHeHne He TONIbKO Hernocpes-
CTBEHHbIX pe3y/nbTaToB UCCAea0BaTeNbCKOM aes-
TeNIbHOCTU, HO TaKKe U ONocpeaoBaHHbIX, B BUAe
MHPOPMALMM U 3HAHWIA, CNOCOBCTBYIOLLMX POPMU-
POBaHMIO rPa*kgaHCcKoro obuecTsa.

Mpu KOHKpeTnsaumm chepbl 4eNCTBMA NpaBa
Ha A0CTYN K HAay4YHbIM 3HAHUAM HaZ/EXUT u3be-
raTb €ro CMelleHua C NPaBoM Ha MHpOopMaLMio,
He orpaHnYMBan ero To/bKO 6ecrnpensaTcTBEHHbIM
O3HAKOMJIEHMEM C NYBAMKAUMSAMU, UCCeaoBa-
TeNbCKUMKN MaTepunasaMu u obpasoBaTesibHbIMU
pecypcamu. MpeacraBnaeTcs, YTO Ha NPaKTUKe
peanv3auma npaBa Ha AOCTYN K Hay4YHbIM 3HaHUAM
OXBaTblBaeT ropasgo 6onee WKUpPOKyo 061acTb U
KacaeTcA KaK nuccnenoBaTelbCKon MHPpPaCTPyK-
TYpbl (COBOKYMHOCTb UHCTUTYLWNI U UHCTPYMEH-
TOB, HEOBXOAMMbIX A1A YA0BNETBOPEHUA NOTPe6-
HOCTEN HaceNeHUsA B HayuHbIX 3HaHUAX), Tak U
KOMMYHMKaLMK (B3aUMOAENCTBUE YUEHBIX MEK Y
cob01 B pamKax Hay4HOro coobuiectsa 1 Co BCEMMU
3aUHTEPECOBaHHbIMWN NNLEAMN, HAXO4ALWMMMCA 33
ero npeaenamm).

Mowuck 6ananca

B uensax npeaoTBpalleHMa C/ly4aeB BO3SMOXKHOIO
3noynoTpebaeHnA NpaBOM Ha AOCTYN K Hay4YHbIM
3HAHWAM, HECOMHEHHO, AONXHbI HbITb YyCTaHOB-
JIeHbl pa3yMHble OrpaHMYeHNs ero peannsaumm.
Mpwv aTom cneumdmnKka reHoOMHON MHbopmaumnmn
npeponpenenseT ee BblaeNeHUE cpeam UHbIX
BMO0B KOHPUAEHUNANBbHOM MHPOpMaLLUKN U NpK-
HATME CNEeLNanbHOro perKMma NpaBoBOM OXPaHbl.
Cnegnyet no6aBuUTb, 4TO CaMa MOMbITKA €ro paspa-
6OTKM CTaBMT BOMPOC O NPUFOLHOCTU UCNO/b30BA-
HWUA KaTeropuu «nybaMYHbIN MHTepec» B KayecTse
OCHOBbI A/17 HanaHca Mexay 6ecnpenaTCTBEHHbIM
noayvyeHnem mMHdopmaummn, cnocobcTByOWUM
Pa3BUTUIO HAYKU, U COXpPaHEHUEM KOHOUAEHLN-
anbHOCTM MHpopMmaumn?®. Kpome Toro, cneayeTt
YUYMTbIBATb YHUBEPCAIbHBIN XapaKTep BCEX NpaB
YyesloBEKa, KOTOPbIE PACCMATPUBAIOTCA KaK HEOTb-
em/siemble U B3aMMOCBA3aHHble. Takan cBA3b, Ha-
npumep, NPOCNEKMBAETCA MEXKAY NPAaBOM Ha A0-
CTYN K HAy4YHbIM 3HAHMAM M NPABOM Ha cBOboAHOE
yyacTue B Ky/JIbTYPHOM KM3HM OBLLLECTBa, a TaKKe

co cB060A0M BbipaxKeHUs MHeHUI. [loMnMo 3TOrO,
npaBo Ha JOCTYN K Hay4YHbIM 3HAaHMAM BbICTynaeT
B Ka4yecTBe NpeAnocblIIKM ANA peanm3aummn psaaa
APYrux Npas yenoseKka (Hanpumep, Ha obpasosa-
HWe, Ha 61aroNPUATHYIO OKPY KatOLLYO cpeay).

AprymeHTauma B OTHOWEHUN NyB6ANYHOTO
MHTepeca, Kak NPaBMIO, OCHOBaHA Ha yTBepKae-
HUWAX 0 ero npeobiagaHUM Hag MHTEPECOM KOH-
KPETHOTrO INLLA U O TOM, YTO MHPOPMALMA LOSKHA
MNCNONb30BATLCA A4/1A UCCef0BAHMA, KOTOPOE Npu-
HeceT nonb3y obuwecTsy 1 6yaeTt cnocobcTBOBaTH
Hay4HOMy nporpeccy?®. Takum o6pa3om, NTOMUMO
OCHOBHbIX IOPUAMYECKUX aceKToB, chopMynn-
POBaHHbIX Bbille, 34ECb TaKKe YCMATPMBAOTCA U
MHblE, KacaloLMecs COLLMaNbHOM, MONUTUYECKON U
3TMYECKOWN NPUEMIEMOCTM PACKPbITUA KOHPUAEH-
uManbHon nHbopmaummn 6e3 cornacma B Uccneno-
BATE/NbCKUX LLENSAX.

B KOHEYHOM UTOre ONTUMasIbHbIM BapUAHTOM
COOTHOLLEHMA NpaBa Ha JOCTYN K Hay4YHbIM 3Ha-
HUAM U KOHOUAEHUMANBHOCTU FEHOMHOM MHOp-
MaLmm asnseTca rMbKnin Nnoaxon, OCHOBaHHbIN Ha
KOHLenuMm nybanyHOro nHTepeca U NPU3HaHuu
TOro, YTO Hay4Hble UCCAEA0BAHUA AOMKHbI NPO-
M3BOAMUTBLCA COMNACHO 3TUYECKUM CTaHZapTam
yBaXeHMA YeI0BEeYEeCKOro AOCTOMHCTBA, @ Hay4YHas
cBob6oaa He ABNAETCA aBCONIOTHOMN U [ONKHA pea-
NIM30BbIBaTbCA OTBETCTBEHHO. Kpome Toro, 6anaHc
MeXAy NPaBoOM Ha AOCTYN K HAY4YHbIM 3HAHUAM U
KOHOMAEHUNANBHOCTbIO TeHOMHOM MHpOopMaLmm
nogpasymeBaeT BblpaboTky anddepeHLmnpoBaH-
HOM MOZEeNN NCNONb30BaHMA FEHETUYECKUX AaH-
HbIX, Y4MTbIBAIOLLEN NPUCYLLME UM CBOMCTBA. TO
€CTb HOPMATMBHO CliesyeT yperynmpoBaTb BONPOC
0 TOM, KaKMe MMEHHO TUMbl FEHETUYECKUX AaHHbIX
paspeLleHo UCNob30BaTb.

Cnenyet yunTbiBaTb U Leb UCMOJIb30BAHMA
reHeTMYeCcKMx gaHHbIx. Kak npaBuao, K HUMm obpa-
WwatoTcA ANnA naeHTMdUKaLmMm yenoseka nmbo gna
nonyyeHuna MHGOPMaUUM 0 COCTOSHUM ero 350P0-
BbA. 1PN 3TOM OCHOBHOE pas/Inyme LOMKHO ObITh
CAENaHO B OTHOLEHUN MHAMBUAYANBHOIO U CTATU-
CTMYECKOro UCNONb30BaHMA AaHHbIX. [lepBoe Ha-
npasaeHo AM60 Ha NAEHTUDUKALMIO KOHKPETHOTO
mua, NMbo Ha nonyyYeHme MHpopmaLmm o Hem. To
eCcTb MHAMBUAYAIbHOE NCNONb30BaHME OXBaTbl-
BaeT CUTyaLMu NpoBeaeHns cynebHo-meanumH-
CKMX 3KCNEPTU3, KPUMUHATIMCTUYECKOTO aHaNM3a
OHK, reHeTU4eCcKoOro TeCTUpOBaHMA, CKPUHUHIA

24 Chapman R. Towards an understanding of the right to enjoy the benefits of scientific progress and its
applications // Journal of Human Rights. 2009. Vol. 8. No. 1. P. 1-36.
% Schaefer G., Laurie G., Menon S., Campbell A., Teck Chuan Voo. Op. cit. P. 2—-10.

26 Taylor M., Whitton T. Op. cit. P. 2-23.
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M MOHUTOpMHra. CTaTUCTUYECKOEe MCNOo/b30Ba-
HWe, B CBOIO o4epesb, KacaeTca AaHHbIX, KoTopble
HeobxoanMbl gNa nonyyeHna nHbopmaLmmn He o
KOHKPETHOM /ML, a O TOW rpynne HaceneHus, K
KOTOPOI OHO MPUHAANEXKUT NN C KOTOPOW KaK-To
cBA3aHo. O6bIYHO CTAaTUCTUYECKOE MCMO/b30BaHMe
MPOUCXOAUT B KOHTEKCTE HayYHbIX MCCELOBAHUN,
HO NOTEHLMANbHO MOXKET BbITb 3GPEKTUBHbLIM 419
Lenei pa3paboTKM NEKAPCTBEHHbIX CPEACTB.

HaKoHeL,, HeobXoaMMO MPU3HATb, YTO CTPEM-
JleHMe MAaKCMMaNbHO 3alUTUTb BCE AaHHbIe BCTY-
naeT B KOHO/IMKT CO CTPEMUTENBHBIM PA3BUTUEM
FEHETUKM M TEHOMUKM, MO Mepe KOTOPOro npmuem-
NeMOCTb HOBbIX OCHOBaHUI PacKpbITUA reHeTuYe-
CKMX M TEHOMHbIX AAaHHbIX MOXET ObITb BblfB/EHA
Ha OCHOBE PWCKOB, CBA3AHHbIX C NOTEHLMANbHbIM
BO34ENCTBMEM COOTBETCTBYHOLLEN MHDOPMALUM
Ha NpaBa 3aMHTEPECOBAHHbIX NNLL.
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