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Annomayus. B craTbe paccMaTpHBaeTCsi KOHQUICHIMATBHOCTh TeHETHYECKUX JaHHbIX Ye-
pe3 mpu3My JAUCKYCCHH O TE€HETHUYECKOW MCKITIOUUTENHFHOCTH (genetic exceptionalism) — Borpoca o
TOM, HY)KIAIOTCSI JII TeHETHYECKHe JAaHHBIE B 0COOOM peXKMMe 3aIlUTHI [0 CPAaBHEHHIO C JPYTUMHI
BUJIaMH MEAMINHCKOH MH(popManny. B kinaccudeckoi OM09THKe KOHPUASHIIMATBHOCTD TPAKTYEeTCs
KaK 3alliTa MEIUIMHCKON HH(OpPMAaIK ManieHTa B paMKax OTIENBHOrO KJIMHHYECKOrO B3aHMO-
ﬂeﬁCTBHﬂ W OIrpaHUYCHUE €€ PACKPLITUA TPETHbUM JIMLIAM. ['eHeTHUCCKHE TEXHOJIOTHU pacuumpsarOT
9TO MOHUMAaHKE: KOHQUICHINAIBHBIMHI OKa3bIBAIOTCS HE TOJIBKO PE3YJIbTaThl €IMHUYHOTO TECTA, HO
U JIOJITOCPOYHO XPaHUMBIC MACCHBBI T'CHETHYECKUX JAHHBIX, CBEACHHS O OMOJIOTHYECKHX POJI-
CTBCHHHKAxX U JIaHHbIC, LIMPKYJIUPYIOLINE MEKIY KIMHHYCCKUMH, UCCIEAOBATEILCKUMUA U MHBIMU
1pOBEIMU cepBUCaMH. B cTaThe KOH(PUICHIMAIBHOCTh PACCMATPHBACTCS HIMEHHO Ha 3TOM YPOBHE
PEeKUMOB JOCTYTIA, XpaHeHNs, 0OMEHa ¥ BTOPUYHOTO HCIIONIb30BAHMS TeHETHISCKHX JIAHHBIX B IU(-
POBBIX DKOCHCTEMaxX 3/{paBOOXPAHEHHsI, HAyYHBIX HCCIIEIOBaHUH, IU(POBBIX cepBuUcoB. Llenb pabdo-
THI — I10Ka3aTh, KaK CIIOp 00 MCKIIIOYUTEIBHOCTH FeHETHYECKNX JaHHBIX CTPYKTYpUPYET o0Cyxe-
HHME KOH(HACHIMAIBHOCTH B MEXKAYHAPOIHBIX M HAIMOHAIBHBIX KOHTEKCTaX, U OOOCHOBATh
YMEPEHHYI0 aHTH-3KCEMIMOHAIMCTCKYIO MO3ULHMI0. DTa MNO3MLUMS NMPHU3HAET crenuduyeckue oco-
OCHHOCTH TeHETHYECKOH MH(OPMALIMH, HO HACTAUBACT HA YCHUJICHUH OOLIMX TapaHTHil 3allUThI BCEX
0c000 4yBCTBUTEIBHBIX JIaHHBIX, JOTIOJHIS MX TOUSYHBIMH CHELHUATBLHBIMH MEPaMH U OTPaHNYHBas
MPOHM3BOJIBHOE PACHIMPEHNE FOCYAAPCTBEHHOTO KOHTPOJIS HaJl TEHETHYECKUMH PETHCTPAMU.

Knrouegvie crosa: reHeTHYecKas HMCKIFOYHUTENBHOCTD; HKCEMIMOHANN3M; T'€HETHYECKUE
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Abstract. The article explores the confidentiality of genetic data through the lens of
debates on genetic exceptionalism, focusing on whether genetic information requires a distinct
protection regime compared with other forms of medical information. In classical bioethics,
confidentiality is understood as the protection of a patient’s medical information within a specific
clinical encounter and the restriction of its disclosure to third parties. Genomic technologies
broaden this understanding: confidential information now includes not only the results of a single
test, but also long-term repositories of genetic data, information about biological relatives, and
data circulating among clinical, research and other digital services. The article examines
confidentiality at the level of governance regimes for access, storage, sharing and secondary use
of genetic data within digital ecosystems of health care, scientific research and commercial digital
services. The aim of the article is to show how these debates about the exceptional nature of
genetic data structure discussions of confidentiality in international and national contexts and to
defend a moderate anti-exceptionalist position. This position recognises the specific features of
genetic information, but argues for strengthening general safeguards for all highly sensitive data,
supplementing them with targeted special measures and constraining the arbitrary expansion of
state control over genetic registries.
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BBenenune

CrpeMuTeNIbHOE Pa3BUTUE TCHOMHBIX TEXHOJIOTHI MPEBPATUIO T€HETH-
YeCcKHe JaHHBIC U3 Y3KOCIEHUAIBLHOTO MCCIEI0BATENLCKOIO pecypeca B MIHPOKO
UCTIONB3YEMbIi NHPOPMALUOHHBIN akTUB. OHU NMPUMEHSIOTCS B MEPCOHAIN3HU-
pPOBaHHOM MEIWLMHE, CyAeOHO-MEIULUHCKONW HKCIEePTH3E, I'CHEAOTHUYECKUX
HCCIIEIOBAHMSX, HAYYHBIX OMOOaHKax M MOTPEOMTENHCKOM I'€HETHIECKOM TECTH-
pOBaHUH, OyAy4yd BCTPOCHHBIMH B 3JEKTPOHHBIC MEIULIMHCKHUE 3alicu U UH(pa-
CTPYKTYpbI OOJBINMX NAHHBIX 31paBooxpaHeHus [Naveed et al., 2015, pp. 8-12].
[Ipu 5TOM UMEHHO TeHeTHYecKasi MHPOPMaIHs, a HE CAMU TEXHOJIOTUH CEKBEHH-
POBaHUSI WM PENAKTUPOBAHUS, CTAHOBHUTCA KIIIOUEBBIM OOBEKTOM 3THKO-
MPABOBOTO aHaJIM3a: B LEHTPE BHUMAHMUS OKA3bIBAIOTCA YCIOBUS ee cOopa, XpaHe-
HUsA, oOMEHa ¥ MMOBTOPHOTO MCIOJIB30BaHUs, a HE TOJBKO IOIMYCTUMOCTD OTIEIb-
HBIX OMOMEIMIIMHCKUX BMeaTenbeTs [Mittelstadt, Floridi, 2016, pp. 303-310].
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I'eHOMHBIE MPOLENYPHI OCTABISIOT MOCKE Ce0sl YCTOWYMBBIN TUPPOBOIH
CJIel — MacCUBBI JaHHBIX, KOTOPHIC JUTUTEIBHO XPaHATCS B WH(POPMALMOHHBIX
cHCTEMax 3J[PaBOOXPAHEHUS, MOTYT KOIHPOBATHCS, arperupoBaThCS U COIO-
CTaBIATBCS C JIPYTMMH WCTOYHUKaMH HH(OpMAIHU, a TaKKe HEOJHOKPATHO
UCIIOJIL30BATHCSl B HOBBIX KOHTEKCTAaX, OTIIMYHBIX OT MCXOJHOM KIMHUYECKOH
wim uccaenoBarennckoit 1enu [Naveed et al., 2015, pp. 20-28]. B astoii nep-
CTICKTHBE TeHETHYECKHUE JIaHHbIE BHICTYIAIOT KaK CreUPHIECKHd 00BEKT Xpa-
HEeHMs, 0OMEHa ¥ BTOPUYHOTO MCIIOJIb30BAHUS B PA3IIUUHBIX HHOPACTPYKTYpax:
JJIEKTPOHHBIX MEJUIMHCKUX 3aIUCSAX M CHEIHAIN3UPOBAHHBIX PETHCTPax, HC-
CIIeI0BaTEIhCKUX 0azax M OmoOaHKaX, a TaKKe KOMMEPYECKHX CEpBHCAxX, UC-
MOJIB3YIOIIMX TeHETUYSCKY0 MH(POPMAIMIO KaK pecypc uisd pa3pabOTKU Ipo-
IOYKTOB W ajroputMmuieckoro npoduimpoBanus [Mittelstadt, Floridi, 2016,
p- 305-308; Martani et al., 2019, pp. 2—4]. B kak10M U3 dTUX KOHTEKCTOB OJIUH
U TOT K€ TEHETHYEeCKUH MPO(UIb MOXKET «KHUTB» T0-Pa3HOMY, YTO yCHUIIUBAET
3HAYMMOCTh BOIIPOCOB KOH(MUICHIIMATHHOCTH H KOHTPOJIS JOCTYIIA.

Ha stoM doHe ocHOBHAsI TUKO-TIPaBOBasl MPOOIIEMa CMEIAETCsl OT Pery-
JSIIAW BMEMIATENBCTB B TEJIO K YIPAaBJICHUIO JIOCTYNOM K mHpopmarmn. Kiac-
cHYecKas KJIMHHYeCKass OMOATHKA KOHIICHTPHPOBATIACh HA JIOMYCTUMOCTH TPOIIe-
Jyp TEHETHYECKOTr0 TECTHPOBAHUS, TIPEHATAIBHON JAWATHOCTHKH, MPEAUKTUBHOTO
CKpUHHWHTIA, aKIIEHTUPYs PUCK Bpena, MHPOPMUPOBAHHOE COTJIACHE W CIIPaBEIIH-
BOe pacmpezencHre pecypcos [McGuire, Majumder, 2009, pp. 6.1-6.2].

B ycnoBusax nundpoBuzannu 31paBoOXpaHeHus K 3TON MOBECTKe J00aB-
JISIFOTCSI BOMPOCHI: KTO, KOTJIa M HA KaKUX OCHOBAHHUIX UMEET JOCTYI K TeHe-
THYECKUM JaHHbIM? JlomycKaeTcst I MX BTOPUYHOE HCIIONIB30BaHUE Oe3 HOBOTO
cornacus? Kakune TeXHUYECKHE W OPraHU3ANMOHHBIC MEphl OrPaHHYHMBAIOT JIO-
ctyn? Kaknme MexaHM3MBI KOHTPOJISI COXPAHAIOTCS Y CaMOro CyOBheKTa JaHHBIX?
Jaxe OTHOCHTENBHO «0e300HMIHAs C KIIMHUYECKOW TOUYKH 3pEHHUS MpOoIeaypa
TFEHETUYECKOTO TECTHPOBAHUS MOXKET CTaTh UCTOYHHUKOM CEPhE3HBIX PUCKOB IS
NPUBATHOCTH, €CJIM TIOJyYCHHbIE JJAHHBIC JTTUTEILHO XPAHSTCS, 00BEANHSOTCS C
JPYTHEMU 6a3aMU U UCTIOJIL3YIOTCS B HENPE/IBUICHHBIX KOHTEKCTaX.

VIMEHHO B ATHX YCIIOBHSIX JUCKYCCHsI O KOHQHICHIIMAIHHOCTA TCHETHYE-
CKHMX JIaHHBIX KOHICNTYyaJIbHO OQOpMILIETCS Yepe3 PaMKy MPOTHBOIOCTABICHHUS
TeHETHYECKON MCKITFOUNTEIbHOCTH — IKCEMIMOoHaI3Ma (genetic exceptionalism) —
Y TEHEeTHYEeCKOTO aHTHAKCEIHoHa3Ma (genetic anti-exceptionalism). ['enern-
YeCKHH SKCEMIMOHAIIN3M YTBEpPXKIaeT, 4TO TeHeThdeckas uHpopMainus Kade-
CTBEHHO OTJIMYAeTCS OT IPOYMX MEIULMHCKHUX CBEACHUH M I03TOMY TpeOyeT
OTIENBHOT0, OoJiee MKECTKOrO0 peXHMa IPaBOBOM M ITHYECKOH 3allMThI
[McGuire, Majumder, 2009, pp. 3—4; Nicol D. et al., 2023, pp. 1-4]. Aatu-
9KCETNLIMOHANNCTCKUE IO3UIUH OJYEPKUBAIOT, YTO MHOTHE CBOICTBA, NPUIU-
CBHIBA€MblE FE€HETHKE, PA3JCIIIOTCS U APYTUMHU 1yBCTBUTEIbHBIMH KaTETOPUSAMHU
MEIUIMHCKUX JaHHBIX, U MPELIaraloT TOBOPUTh HE O PaJUKAIBHOH «0Cc000-
CTU» T€HOMa, a 0 €IMHOM YCHJICHHOM PEXUME JUISI BCEX TaKUX KaTeropuil ¢ To-
JeyHbpIMU crierudukanusamu [Martani et al., 2019, pp. 2-5]. Takas pamka 1mo3-
BOJISIET CBA3aTh (PHIOCO(PCKO-3THUECKHE apPTyMEHThI O IPUPOJIE TeHETHUECKOM
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uH(OpMAIINH, TTPABOBBIE PEIIEHUS O CIEHATBHBIX MK OOIINX pPeXUMax 3alH-
ThbI ¥ MOJUTHYECKUE PAKTUKU PACIPEAEICHMS TOCTYA K JAHHBIM, BKIIIOYast UX
BO3MOKHYI0 MOHOIIOJIN3ALIUIO TOCY IapCTBOM.

TeOpeTI/I'leCKaﬂ pPaMKa:
KOH(I)I/I}IeHlII/IaJILHOCTb, IKCENMIHUOHAJIU3M U YAZBUMOCTD JAaHHBIX

KoHduneHnnansHOCTh MEIUIIMHCKUX JIaHHBIX TPATUIIMOHHO paccMaTpH-
BaeTcad Kak (DyHJaMEHTaJbHBI STHKO-TIPABOBOW MPUHIIMII, 00ECIeUNBAIOIIUIT
3alIUTy JTUYHOU cdephl MalMeHTa, MOoJIepKaHue JOBEPUsl BO B3aMMOOTHOIIIE-
HUSAX «Bpad — MAIMEHT» M MPEJOTBpaIleHHe Bpena OT HeCAaHKIIMOHUPOBAHHOTO
packpertas uHpopManuu [Kpiokosa E.C. u ap., 2020, c. 37]. B xmaccuueckoit
MOJIENTN KITFOUEBOW (UTypoH sSBISETCS Bpad, HA KOTOPOTO BO3JaraeTcsi 00s3aH-
HOCTH XpPaHHUTh BpaueOHYIO TaifHy, a MEIWUIMHCKAs JOKYMEHTAIHsI MBICIUTCS
KaK JIOKaJbHBIH, OTHOCUTEIHHO 3aKPBITHIII MacCHB, TOCTYIHBIN y3KOMY KpPyTy
CHEIHMAaJNCTOB; HOPMATHUBHBIE aKThl O MEPCOHATBHBIX JAHHBIX 3aKPEIUIAIOT Me-
JTUIIMHCKHE CBEICHUS B KayeCTBE CIENHMaIbHON WM YyBCTBUTEIBHOHM KaTero-
pHUH C yCHJICHHBIMHU TPeOOBaHMAMHE K UX 00paboTKe.

C pazBurHeM IUQPPOBOTO 3APABOOXPAHEHUS M TEHOMHBIX TEXHOJIOTHI
3TOT KOHTYP YCIOXKHSETCSA: MEeIUIIMHCKas WH(pOpMaIus repecTtaeT OBITh Ipe-
MMYIIECTBEHHO JIOKATHHON M CTaTHYHOW, IUPKYJIHPYS B IJIEKTPOHHBIX 3aIld-
CSIX, PaCIpEeeNIEHHBIX PETUCTpax U OM0OaHKax ¥ MHOTOKPAaTHO MCIONB3YSCh B
HOBBIX memsiX. KoHpuAeHIIMaIbHOCTh y)K€ HENb3sl CBECTH K 3alpeTy Bpady
«paccKa3blBaTh CEKPETH», OHa CTAHOBHUTCS BOIPOCOM YTIpaBiIeHUs HH(]pa-
CTPYKTypaMH JIOCTyTIa U 00pabOTKH, B KOTOPBIX YYaCTBYIOT MEAWIIMHCKIE Opra-
HU3AIMH, UCCIIEI0BATEIbCKUE IEHTPHI, CTPAXOBbIE KOMITAHUH, TEXHOJIOTHIECKUE
mw1atGopMBl U TOCYyIapCcTBEHHBIE opraHbl. Ocoboe MecTo B TakuX MHQPACTPYK-
Typax 3aHUMalOT TeHEeTHYECKHe NaHHbIE: Oarogapsi BHICOKOH HIEHTH(HUIIpPYe-
MOCTH, HEM3MEHSIEMOCTH U CITIOCOOHOCTH «MHTPHPOBATH» MEXKAY KIMHHYECKHU-
MH, HCCIIEZIOBATENbCKIMH, KOMMEPUECKUMH U  MPaBOOXPAHUTEIbHBIMH
KOHTEKCTaMH OHH TPEBPAIIAIOTCS B CHEIU(PUUECKUA OOBEKT peryIupoBaHUs,
OTJIMYAIONIHICS OT TPAAUITHOHHON OyMakHO#M mcTopuu Oose3nn [Naveed et al.,
2015, pp. 20-28].

B OnosTHUeckux M MPaBOBBIX AMCKYCCHSIX JJIS OMHCAHHUS 0cO00TO CTa-
Tyca TEHETHYEeCKON MHQPOpPMAINN 3aKPENHIIOCh MOHATHE T€HETHYECKOrO K-
cenmmuoHanmu3Ma (genetic exceptionalism), WU TEHETUIECKONW HUCKITIOUUTEh-
HocTh. B camom oOmem Buje oA HEH IMOHMMAOT TE3UC O TOM, YTO
TeHETUYECKHE JaHHBIE KAaYeCTBEHHO OTIMYAIOTCSH OT MPOYMX MEAUIINHCKUX
CBEICHUH W MOTOMY HYXJAIOTCS B OTACIHFHOM, 0OJiee CTPOTOM PEXUMe HOopMa-
THBHOU 3alIUTHL. B KadecTBe OCHOBAaHMI OOBIYHO YKa3bIBAIOT IPOTHOCTHYE-
CKYIO CHJIy T€HETUYECKUX TECTOB, CEMENHBIA U MEXITOKOJEHYECKUI XapaKTep
nH(pOpPMAIH, OTHOCUTEIHHYI0O HEM3MEHHOCTh T€HOMa W BBICOKYIO HMH(pOpMa-
OHOHHYI0 eMKocTh [McGuire, Majumder, 2009, pp. 6.1-6.3; Nicol D. et al,,
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2023, pp. 1-4]. B otBeT Ha 3T0 HOPMHUPYIOTCS aHTH-IKCEMITUOHATUCTCKUE TI0-
3WIWY, TTOTYCPKUBAIOIINE, YTO TI0 PHCKaM CTHIMAaTH3allM{ U TUCKPUMHHAIIUU
TeHeTHKa BO MHOTOM COIIOCTaBUMa C JAPYTUMH YyBCTBUTEIHHBIMH MEIHUIIMH-
CKMMH JIaHHBIMH W YTO PETyJIATOPHBIA akIEeHT Ienecoo0pa3Hee CMemaTh ¢
«Trmnay uHOOPMalMK Ha apXUTEKTypy €€ 00paboTKM M KOHTEKCT MCHOJIh30Ba-
Hus. [lonpoOHBIE apryMeHThl CTOPOHHUKOB M KPUTHKOB T€HETUYECKOTO IKCET-
uoHamM3Ma OyIyT paccMOTPEHBI B OTHENBHOM pasjielie, OJTHAKO YK 37eCh
BaXXHO 3a(UKCHUPOBATH CaM KOHTYp CIIOpa, MOCKOJIBKY UMEHHO OH OMpEAeIseT,
KaK¥e BUJBI YSI3BUMOCTH TIOMAIAI0T B TIOJIE 3PEHUSI.

WNudpactpykrypHOoe H3MepeHHne KOH(QUIACHIMATBHOCTH B 3TOW paboTe
packpbIBaeTCsl 4epe3 MpoLecCyalbHyI0 MOJENb MPUBATHOCTH, MPEIOKEHHYIO
. Conoys (D. Solove). B ero TakcoHoMuu pUCK sl IPUBATHOCTH (privacy)
BO3HUKAET Ha PA3INYHBIX CTAIMIX OKU3HEHHOTO ITMKJIa» JaHHBIX: MPU cOope
(mpuHymuTensHBIA cOOp), 0OpaboTke (arperanusi, uaeHTU(UKALKUSA, TPODUITH-
poBaHME, AaBTOMATHM3WPOBAHHBIE PEIICHHUS), PACIpPOCTPAaHEHHWH (YTEUKH, He-
CaHKIIMOHUPOBAHHOE PACKPBITHE, BTOPHYHOE HCIIOJIB30BAHNE BHE HMCXOTHOTO
KOHTEKCTa) U B (hopMe MHBA3UBHBIX BMEIIATENbCTB, OMOCPEIOBAHHBIX HH(OP-
ManuoHHBIME TexHooTusMu [Solove, 2006, pp. 490—495]. [IpuMeHUTENHHO K
TeHETUYECKHUM JaHHBIM 3TO O3HAYAeT, YTO HMX YSI3BUMOCTH OMpEIEIseTcs] He
TOJIBKO COJEpKaHHEeM T'eHOMa, HO M MacCOBBIM COOpOM (BKIItOUasi 00s3aTellb-
HYI0 T€HOMHYIO PETHUCTPAllMI0 W CKPUHUHTOBBIE IMPOTPAaMMBI), IITUTEIBHBIM
XpaHEHHEeM B TOCYJIapCTBEHHBIX M HCCIIEAOBATENbCKUX PEEeCTpax, arperupoBa-
HUEM C APYTUMH MEIUITUHCKUMH ¥ HEMEIUIIMHCKUMHU JaHHBIMA U PO(UIHpO-
BaHUEM B IIENIAX NMPOTHO3WPOBAHMS 3I0POBBS WIN «HAAS)KHOCTH» WHIWBUIA.
Coueranne nme6aToB 00 IKCEMITMOHAIN3ME C MPOLECCYATBHOW MOJEIBIO MPH-
BaTHOCTH (privacy) mo3BOJISIET YBUAETh, YTO BOIPOC 00 «OCOOOCTH» T€HETUKH
HEOTJeNUM OT JAn3aiiHa WH(PACTPYKTYpP, B KOTOPHIX 3TH JAHHBIE HUPKYIHPY-
10T, ¥ OT TOTO, KTO MMEHHO MOJTyJaeT UCKIIOYUTENbHBIA TOCTYN K HUM. B aTOM
CMBICIIE TEHETHYECKUI IKCENIIMOHAIN3M HCIIOIB3yeTCs Janee He Kak yTBep-
KICHHE O CYIIHOCTHOW YHHKAJIHHOCTH T€HETHYECKOW WH(pOpMannu, a Kak
AHATUTHYECKUA WHCTPYMEHT ISl BBISIBIICHUS! KOHKYPUPYIOIINX MPETeH3UH Ha
0COOBIH pexXuM 00paIeHUs C JTaHHBIMH U 1T 000CHOBAaHUS YMEPCHHOU aHTH-
JKCENUHOHAIUCTCKON MO3UIIUU, COBMECTUMOM C KPUTHUKON TOCyAapCTBEHHO-
HEHTPUYHBIX (HOPM IKCETIHOHATN3MA.

I'eHeTu4eckue TaHHbIE B NMpaKTHKaX A0CTyIa,
COrJIaCusl 1 BTOPUYHOI'0 UCITOJIB30BaHUA

I'enetnyeckass HHPOPMAIIUS CETOHSI BOSHUKAET B KJIMHUYECKOW MPAKTH-
Ke (IMarHOCTUYECKUE M TIPOTHOCTHYECKHUE TECThI, CKpHHUHTOBBIE TIPOTPaMMBb),
B motpeburensckoM cermenTe (DTC-TecThl) U B HCCIIEIOBATENBCKUX IIPOSKTAX,
IJie TCHOTHITUPOBAHUE WIIM CEKBEHHPOBaHHE M3HAYAIBLHO BKIIIOYCHO B MPOTO-
kon [Lorenzo et al., 2023, p. 1393-1394; Martani et al., 2019, pp. 2-3]. Co-
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OpaHHBIC JaHHBIE BKIIOYAIOTCS B JJICKTPOHHBIE MEAMIUHCKHE KapThl, PETH-
CTpBI, OMOOAHKH M CETEBbIC KOHCOPLUYMBI, IUPKYJIUPYS MEKAY KIMHUYECKH-
MH, UCCIIEIOBATEIILCKUMH U KOMMEPYECKUMHU aKTOPaMH, TEM CaMbIM CO3JIAI0TCS
oOyuJaroriecs: cucTeMsl 3apaBooxpanenus (learning health care system) — mo-
JIeTTM, B KOTOPBIX MPOHM3BOCTBO 3HAHWH M OKa3aHWE IMOMOIIY MPHHIUITHAIBHO
MHTErPUPOBAHBI: JJAHHBIC, PyTUHHO COOMpaeMble NMPU OKAa3aHWU METUIIMHCKON
MIOMOIIH, CUCTEMATHYECKH TIEPEHCIIONb3YIOTCS JJIsl HCCIIEIOBAHUS, a Pe3yJibTa-
TBI UCCIIC/IOBAHUI [IEJICHATIPABICHHO «BO3BPAIIAIOTCS» B KIMHUKY JUIS TIOCTO-
SIHHOTO yJy4IlieHHs1 KadecTBa U 3 dekruBHOCTH oMoty [Martani et al., 2019,
pp- 2-3]. B ompenenennu, kK KOTOPOMY aneuMpytoT MapTaHy U COaBTOpPHI, Ta-
Kasi CHCTEMa CTPEMUTCS «T€HEPUPOBATh W MPUMEHSTH JyYIHe JI0Ka3aTelbCTBa
JUISl COBMECTHOTO TIPUHSITHSI PELICHUI allMeHTOM M BpavoM, IIpeBpamarhb mnpo-
[ecc JICYCHUS] B MICTOYHHK OTKPBITHS U 00ecreynBaTh MHHOBAI[MH, KAuecTBO,
0e30MacHOCTh U LIEHHOCTh B 37paBooxpaneHun» [Institute of Medicine, 2007,
pp. 37, uur. no: Martani et al., 2019, pp. 3].

B pamMkax 3TOH Mozeny MOBTOpHAs SKCIUTyaTalus y>ke COOpaHHBIX JaH-
HBIX pacCMaTpPUBACTCSl KaK CTPYKTYPHBIH 3J1eMeHT (DYHKIIMOHUPOBAHHS CHCTE-
MBI: OJTHH U T€ K€ CBeJIeHUs (BKIIOUYas T€HETUYECKUE JaHHBIC) HCIOIb3YIOTCS
JUIl  KIIMHAYECKHX, OPTraHU3allMOHHBIX, HCCIEAOBATEIbCKHX, KOMMEPUYECKHX
neseit U neneil o0IIeCTBEHHOTO 3/IPaBOOXPAHEHUS, YTO CO3/aeT CTUMYJ OIH-
patbesi Ha yXe UMeroluecss HHQOPMAIMOHHBIE PECypChl, & HEe MOCTOSIHHO CO-
Ouparh HOBbIE. MapTaHU U COABTOPHI MPSIMO CBS3BIBAIOT HJICIO 00yYarOIIErocs
3[[PaBOOXPAHEHUS] C BTOPUYHBIM HCIIOJIb30BAHUEM MEAMIUHCKHX JAHHBIX: B
TaKOW CHUCTEME «JIaHHbIe, pyTUHHO COOMpacMble Ha pa3HbIX 3Tanax [UKIa OKa-
3aHUS TIOMOUIX (JEKTPOHHBIC MEJMIIMHCKIE 3aITUCH, PETHCTPHI, JTa00paTOpHEIE
TECThl W T.J.), MHOTOKPAaTHO HCIIOJIB3YIOTCS JUIS MCCIICAOBAHHUMN, PE3yJIbTAThI
KOTOPBIX 3aTeM ‘‘NOJIMUTHIBAIOT  IETIOYKY COBEPIIICHCTBOBAHUS 3APaBOOXpaHE-
Hus» [Martani et al., 2019, p. 3].

B reHomuKe 3Ta JOTHKa MOJTydaeT pa3BUTHE B KOHIICTIIIUN 00Yy4aroniero-
csl 3[paBOOXPAaHEHHS, MHTETPUPYIONIEIO T'CHOMHBIE TEXHOJOTHH (genomics-
enabled learning health care system), rie 3JIeKTPOHHBIC MEAMIIMHCKUE 3aITUCH,
Oro0aHKU | Apyrue HHPPACTPYKTYPHI MO3BOJISIOT HHTETPUPOBATh TEHETHUYECKHE,
KJIMHUYECKUE, COIIMATIbHbBIC W CPEIOBBIE JaHHBIC U UCIIOJIL30BATh HX JJIS OILICH-
ku 3 dekToB «reHeTnUeckn MHPOPMUPOBAHHOW MOMOIIHU. Takas cucreMa He
TOJILKO TIOBBIIIAET TOYHOCTh M MEPCOHAIU3AIMIO JICUYCHHUS, HO U MOXET CIy-
KHUTh UHCTPYMEHTOM BBISIBJICHUSI U COKpAIICHHSI HEPAaBEHCTB B 3/[paBOOXpaHe-
HUH, TOCKOJIBKY IMO3BOJISIET CUCTEMATUYEeCKH aHAIM3UPOBaTh, KaK TCHOMHEIC
BMeIIaTeIbCTBA pabOTalOT B Pa3IMYHBIX CONUAIBLHO-IEMOrpadUUECKUX TPYI-
nax [Blizinsky et al., 2017].

B pesynbrare rpaHuna Mexay KIMHHYECKON NMPAKTHKOW M UCCIIEI0BAaHU-
eM B o0ydYaromeMcsi 3/[paBOOXPAaHEHUH YaCTUYHO Pa3MBIBAacTCS: KIIMHHKA CTa-
HOBHTCS TUIOIIAIKON HEMPEPHIBHOTO MPOM3BOJICTBA 3HAHWH, a UCCIICIOBAHUE —
BCTPOCHHBIM MEXaHM3MOM YIYUIICHHS] CTAHJAPTOB MMOMOIIU. DTO, B CBOIO Ove-
penb, NiellaeT BTOPUYHOE HCIOJIb30BaHHE AaHHBIX (BKIIOYAs FCHETHUECKUX) HE
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UCKJIIOYEHHEM, a «HOPMOH 10 YMOIYaHHIO», TPeOyIolIei He CTOIBKO 0Co000ro
cTaryca TeHeTW4ecKoW HH(OpMaluu, CKOJIBKO MPOAYMAHHBIX MPOLERyp HH-
(hopMHpOBaHUsI, BO3MOKHOCTH BO3PAYKEHHUSI M CHEIMANTN3UPOBAHHBIX PEXKUMOB
ynpasieHus JaHHbIME [Martani et al., 2019, pp. 3—4].

Pa3zBepHyToe Takum 00Opa3oM BTOPHYHOE HCIIOJIB30BAaHUE OXBATHIBAET
IIMPOKHUH CHEKTP MPAKTUK: OT KIMHUYECKHUX W SMUAEMUOJIOTHIECKIX HCCIIE0-
BaHWI M alTOPUTMUYECKOTO aHaiu3a 10 GOpM KOMMOIU(HKAIUH, TIPH KOTO-
PBIX JIOCTYN K KPYIHBIM MacCHBaM TEHETHYEeCKOH HH(oOpMaluy CTaHOBHUTCS
CaMOCTOSITETTFHBIM 9KOHOMHYECKHUM PECypPCOM.

Bo Bcex 3THX (azax KIOYEBBIM Ui KOHPUICHINAIEHOCTH OKa3bIBAETCS
HE CTOJNBKO caM (aKT HaJW4Msl TEHETHYECKHX JAHHBIX, CKOJBKO PEXHMBI
yIpaBiIeHHUsS AOCTYNOM K HUM. KOHTposb pacmpeneneH Mexay MeIuIInHCKUMHU
opraHu3anuiaMu, OMo0OaHKaMHU U UCCIIEI0BATEILCKUMHE TUTaT(hopMamMu, Tocyaap-
CTBEHHBIMHU CTPYKTypaMHU M YaCTHBIMU KoMraHusMH. KoHKkpeTHas koHpHUTypa-
IIUS1 aKTOPOB 3aBUCHUT OT HALIMOHATIHLHONW MOJENH PEryJINPOBAaHUS U ApXUTEKTY-
pBI uHGpACTPYKTYp. Mconp3yroTes I0puandecKie U IpoIieIypHbIe MEXaHU3MbI
(pa3Hble TUIIBI COTTIACHS, PEIIECHHS 3THYECKHX KOMHTETOB, IOTOBOPHBIE PEXKH-
MBI TIEpejauil JaHHBIX) U TEXHHYECKHUE MEPHI (IeUACHTU(UKAIIUSI U TICEBIOHH-
MU3aIUs, OpTraHU3alMOHHBIE TAPAHTHH PA3JEeNIbHOTO XpaHEHHs KIF0UYeH nocTy-
ma K TEpCOHATU3alMN), OJHAKO OCTaeTcs MNPUHIMINHAIGHON Tpobdiema
MOBTOPHOUM MAEHTHU(UKAINH: JAaxe (GOPMANBbHO «00E3IMYeHHbIe» HAOOPHl MO-
TyT OBITh yBSI3aHBI C KOHKPETHBIMHU JIIOJBMH IPH COIOCTABIECHHUH C APYTUMH
0a3amu, 9TO BHOBb BBIBOJMT Ha MEPBBINA IJIAaH BOMPOC O JOBEPHH K YTIPABIIAIO-
M CyOBEeKTaM.

B poccuiickoil paBONPUMEHHUTEIBHON MPAKTUKE BONPOCHl BTOPUYHOTO
WCTIOJIB30BAHMS MEAWIMHCKAX W TeHETUYECKUX JAaHHBIX pacrpeesieHbl MEeXTy
PEKMMOM TEPCOHATBHBIX TAHHBIX U CIEUATbHBIMA HOPMaMH O BpadeOHOM
TaliHe, TOTrJa KaK €UHbINA, IPO3paYHO OMUCAHHBINA PEXUM IOBTOPHOI'O UCIOJIb-
30BaHUs TEHETUYECKOH MH(POPMAIMH B MCCIIEIOBATEIBCKUX HEISAX MOKA JIUIIH
¢dopmupyetca. Denepanpubrii 3akoH Ne 643-O3 Quxcupyer npuopuTeT 3amad
TOCYy/IapCTBEHHOM TMOJMUTHKN W 0€30MacHOCTH Npu paboTe ¢ TeHeTHYECKUMHU
JAHHBIMH, HO OCTaBIISIET 3HAYNTENBHOE TPOCTPAHCTBO IS MTOI3aKOHHOTO Pery-
JUPOBAHUS PEXKUMOB IOCTYIIA U MPOIEAYD COTIACHS.

I'eHeTMUecKkni HKCENIMOHANN3M YacTO KaXXeTCd WHTYWTHBHO TPaBHIIb-
HBIM UMEHHO MOTOMY, YTO ONHPAETCs Ha A, Ha MEPBBIA B3TJIAA, OUYEBUIHBIX
MpeIcTaBIeHut 00 0coboM craryce reHeTHIeckor mHbopMmanwuu. Bo-TepBhIX,
T€HETHYECKUE IaHHBbIE BOCHPHHUMAIOTCS KaK TIIyOMHHBIH «KOJ JTUYHOCTH,
HeKasl CyIIHOCTHAs OCHOBA, U3 KOTOPOH BBITEKAIOT KIIFOUEBHIE XapaKTEPHUCTH-
KM YeJI0BEeKa. JTa WHTYHIHS TTOAMUTHIBACTCS KyJIbTYPHBIMU 00pazaMu reHomMa
Kak cyAbOBI U B TO JK€ BpPeMsI KaK pecypca JUIsl pallHOHAIBHOTO «KOHCTPYHPO-
BaHUM» COOCTBeHHOU Omorpadudeckoil Tpaekropuu [bpemrammaa 2021,
c.23-24, 26-27], a B ICUXOJIOTHYECKOM IUIaHE €ii COOTBETCTBYET OIMCAHHBII
(heHOMEH TEeHETHYECKOTO dCCeHITHanm3Ma (genetic essentialism), Korga TeHBI
HA4YMHAIOT paboTaTh KaKk «3aMECTHTENh CYHIHOCTH», a JIOObIE TeHETHYECKIEe
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0OBSCHEHUS aBTOMATHYECKH TPAKTYIOTCS KaK CHJIbHBIC, NETEPMUHUCTCKUE U
crabmipnble [Dar-Nimrod, Heine 2011, pp. 2-4, 6—7]. Bo-BTOpbIX, NIpeacTas-
JeHUEe 00 UCKITIOYUTEIBHOCTH TEHETHMUSCKUX CBEICHUN TOMMUTHIBACTCS OXKHU-
JMAHUSMHU CHEIUPUICCKUX COIMATBHBIX PUCKOB: PabOTHI IO TEHOMHOMY 3CCEH-
MUaMu3My W TIpaBy TEHETUYSCKOH TIPUBATHOCTH IOKA3BIBAIOT, YTO
reHeTndeckas HGOPMAITUS CBA3BIBACTCS C YIPO30W CTUTMATHU3AIUN U JUCKPH-
MUHAIUU (B CTPAXOBAaHWH, 3aHATOCTH, IOCTYIIE K pecypcam), a TaKkKe C «OT-
KpPBITHEM OYyIyIIEer0 JTHEBHUKA» UYEJIOBEKA, IMO3BOJISIONIUM 3arJISIIBIBATh B €TO
BO3MOXHBIC Oyayiiue Oojne3sHu u ys3Bumoctd [Sabatello, Juengst, 2019,
pp. S10-S14; pp. S12-S13; Clayton et al., 2019, pp. 2—4]. Hakosne1, aprymeHT o
«reHaX KaK CEMEWHOM MJIM POJOBOM OJiare» YCHIMBAeT HHTYUTHUBHYIO
MIPUBJIEKATEIHHOCTh JKCKEMIIMOHATMCTCKOW TIO3UITUN: TECHETHYECKHUE IaHHBIC
MBICIISITCSI  OJTHOBPEMEHHO KaK WHIWBHUIyaTbHBIE W DPa3lClEHHBIE C POJ-
CTBEHHUKAMH, 3aTParvBaloNIye IICJbIC POJOBHIC JTUHUU W TPynmnbel. B Takom
KJItoYe 3Ta MH(OPMAIUS JIETKO OKa3bIBACTCs BOBJCUEHA B IIEJBIA CIIEKTP Te-
HOMHBIX «H3MOB» — OT T€HETHUUYECKOTO pacu3Ma JI0 IIPEIB3SATOTO OTHOIICHUS K
JIOZSIM ¢ MHBAJIMAHOCTHIO (ableism) ¥ UCIOIb30BaHUS MEHETHYECKUX CBEICHUM
B MHTEpecax rocyJapcTBa 3a cueT OTACIbHBIX TPYII U HHAUBUIOB (statism), — a
TaK)KE B KOJUICKTUBHBIC MPUTA3aHUS HA KOHTPOJb HAaJ I'€HETHYECKOH HHOOP-
Male, KoTopele TpeOyIoT 0coboro, 60jee CTpOToro peskuMa 3aIlUuThl U TIPo-
nexyp coriacus [Sabatello, Juengst, 2019, pp. S11-S13; S15-S17].

B TO ke BpeMs MpaKkTHKa MOKa3bIBAET, YTO cama I0 ce0e BBICOKas Ipe-
JUKTHUBHOCTb HE SIBJIICTCS YHUKAIBHOW XapaKTEPUCTHKON TOJBKO T€HETHUYECKHUX
JIAHHBIX: MHOTHE JTa0OpaTOPHBIC U HHCTPYMEHTAIBHEIC TIOKa3aTeIu (Hampumep,
BUPYCHasi Harpy3ka, OHKOMapKephl, Pe3yJbTaThl CKPUHHHIOBBIX IIPOIPaMM)
TaK)Ke TIO3BOJITIOT 3aJI0JITO JIO TIOSIBJICHHUSI CUMIITOMOB CTPOUTEH BEPOSTHOCTHBIE
mporHo3el Ooye3an. OHAKO W, €CIM OTBJIEYBCS OT MPEICKa3aTelbHON (ByHK-
WY, TeHeTHYecKas nH(opMaIis He OJUHOKA B CBOCH «0CO00W UyBCTBUTEIH-
HOCTH»: IMarHO3 TICUXUYECKOT0 paccTpoilcTBa, cBeaeHus o BUUY-craryce, nan-
HBIE O PENPOIYKTUBHOM 3JI0POBbE WM 00 YHOTPEOJECHUU IICHXOAKTHBHBIX
BEIIIECTB CTOJb K€ TIyOOKO 3aTparvuBaroT JUYHYIO W COIMAIBHYIO HICHTHY-
HOCTh TAaIMCHTa W MOTYT HKCIIOJL30BaThCA I JUCKPUMHUHAIIMN HE MEHEe
HEIMOCPE/ICTBEHHO, YeM OTICNIbHBIC TeHETHUECKUEe MapKephl. HakoHer, HereHe-
THYECKUE KIMHUYCCKHUE CBEICHUS — MOAPOOHBIN aHAMHE3, Pe3yJIbTaThl TTOBTO-
PSIOIUXCST 00CIIEIOBAaHUMN, 3alUCH TICHXOTepareBTa — HEPEIKO MO3BOJISIOT JIe-
JIaTh B OTHOIICHUH 3[IOPOBbS U YSI3BUMOCTEH UJICHOB CEMBH BHIBOJBI HE MCHEE
JAJICKO WOyIIue, 9eM HHGOPMANUS U3 TeHETHICCKOTO TECTa, YTO IMOAPHIBACT
UJICI0 O PaUKaThbHOM HUCKITFOUATEIFHOCTH TeHETHUECKIX JTaHHBIX.

[IpaBoBOE BEICIEHNE TCHETHIECKOW HH(MOPMAIIMH B OTACIBHYIO KaTeTo-
pHto, TaKuUM 00pa3oM, UMEET aMOMBAJICHTHBIE TTOCIIEACTBU. C OTHOM CTOPOHHI,
OHO CHUMBOJIMYCCKH ITOAYCPKUBACT 3HAUYMMOCTH YBKEHUS K TCHETHUCCKHM
JAaHHBIM W 3aKPeTuIsIeT Il HUX JOTOTHHUTEIBHEIC, «HAICTPOCUHBIC» M0 OTHO-
MIEHUIO K PEKUMY BpadeOHOM TalHBI rapaHTHH (CIEIUaTbHBIC 3alpeThl JTHUC-
KpUMHUHANNHN, 0c00bIe TPeOOBaHHA K XpaHEHHUIO ¥ HCIOIB30BAHUIO | T.I1.).
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C npyroii cTOpOHBI, IMEHHO 3TOT CUMBOJMYECKHH aKIIEHT HA T'C€HETH-
YECKUX JIaHHBIX KaK Ha «TJIaBHOM» W HaubOoliee OMacHOM HCTOYHUKE YSI3BUMO-
CTH HEBOJILHO ()OPMHPYET MPEJICTABIICHNE O MPOYNX KIMHHYCCKHUX JIAaHHBIX KaK
0 MEHEe 3HAYMMBIX U MEHEE PHCKOBAaHHBIX, XOTS MHOTHE M3 HHUX (IICUXHATPH-
yeckue nuarnossl, BUY-craryc, cBeieHns 0 penpoayKTUBHOM 3/10POBbE, JeTa-
JM3UPOBAaHHBIE TICHXOTEPAIIEBTUUECKUE 3AIMCH) 10 CBOEMY CTHTMaTH3HPYIO-
HieMy MOTEHIMATy W TOCJIEACTBUSM Jijisi Ouorpaduu maiyeHTa HUYYTh He
YCTYMAalOT TeHEeTUIECKUM MapkepaMm. B pesynbrare HereHeTmueckas HHPpopmMa-
s, (POpMabHO TaK JKe€ 3allUIeHHas BpaueOHON TaltHOU, (PaKTHYECKH OKa3bl-
BaeTCs B MCHEE CTPOTOM U MEHee Pe(IIEKCUBHOM PEXHUME 3alllUThI, TOTJa Kak
WMEHHO 4Yepe3 Hee Ha MPAKTUKE Pealn3yloTcs 3HAYMMBIC PUCKH JJIsI YaCTHOM
JKU3HHU, aBTOHOMHUH M HEAMCKPUMUHALIHH.

OTH MPOTUBOPEUHNS 0OCOOECHHO 3aMETHBI B Cepe BTOPUIHOTO HCIIOIH30-
BaHHUS MEAUIUHCKON MH(MOpPMAlMU B HMCCIICAOBATEIbCKHX IEsIX. Bo MHOTHX
FOPUCTUKIIASIX CIIOKUJIICS OOIINI KapKac, COTJIACHO KOTOPOMY BTOpHYHAs 00pa-
0oTKa JomyckaeTcst Jub0 MpH HAIMYUU WHGOPMHPOBAHHOTO COTJIACHS, JINOO
IPH CHENUATGHOM PEIICHUH YIONHOMOYEHHOTO JTHYECKOTO WIIM HCCIENIoBa-
TEJILCKOTO KOMHUTETA O JIOIyCTUMOCTH HCIIOJb30BaHMSI YKE COOPAHHBIX KIMHU-
YeCKHX JaHHBIX 0e3 MOBTOPHOTO IONYYEHHUsl coriacusi (€CiM HCCIeIOBaHUE
MUHHMAJIBHO PUCKOBAaHHO U MHBIM 00pa30oM MPOBECTU €ro MPAKTHYECKH HEBO3-
MO>KHO), 10O TPU yCIOBHM TaKOM CTETEHH O0E3JMYMBaHUS, KOTOPas HCKITIO-
YaeT pa3yMHYIO BO3MOXHOCTh peuieHTuuKkanun manuenTa [Faden et al., 2013;
Clayton et al., 2019; Jungkunz et al., 2021]. B anrmo-amepukanckoM U psie
EBPOMNECHCKMUX KOHTEKCTOB HMMEHHO 3TH KOMHTEThI — 3THYECKHE KOMHTETHI,
KOMHUTETBI 10 3THKE HAyYHBIX HCCIICIOBAHUN, KOMMTETHI IO JJOCTYIy K
maHHBIM (institutional review boards, research ethics committees, data access
committees) — dakTuuecku 6epyT Ha ce0s OTBETCTBEHHOCTh B3BEIINBATH MHTE-
pechl pa3BUTHS HAYYHOTO 3HAHHS W 3allIUTy MPUBATHOCTH, pelas, JOMyCTUMO
JI KOHKPETHOE HMCCIICIOBAaHHE HA OCHOBE PYTHHHBIX KIMHUYECKUX JaHHBIX 0e3
WHIWBUAIYAIEHOTO coriacus Kaxmaoro manueHta [Ballantyne et al.,, 2020;
Spector-Bagdady, 2021]. Takoii pexxum paccMaTtpuBaeTcs Kak HEOOXOAMMOE
YCIIOBHE pean3aliiy KOHIICTIIUH 00yYaIoNIerocs 3/ipaBOOXpaHeHus], B KOTOPOU
JIaHHBIC, COOpaHHbIC B XOJIc OKa3aHUSI MEIUIIMHCKOW MOMOIIY, HCIOIb3YIOTCS
JUISl IMAPOKOTO CIIEKTPA UCCIIE/IOBAHU, a IMOJTydaeMble 3HAHHS BO3BPAIIAIOTCS B
KIMHAYECKYIO MPakTuKy. Ha 3ToM (hoHE BO3HUKAET BOIPOC: JIOJDKHBI JIH TeHe-
THYECKUE JIaHHBIC TMOMYHHATHCS Ooliee CTPOTMM TpPEOOBAHMSAM COTIACHS TPU
BTOPUYHOM HCIIOJIb30BAHUH, YeM MPOYas MEJUIUHCKAs WHPOPMAIHS, WIH Ke
WX CJIEAYET PEryIMPOBaTh B paMKax €JIMHOTO YCHIEHHOTO pexxuma?

APpPTYMEHTHI B MOJIb3y YCUIICHHOTO PEXHMa OIMPAIOTCS HA CeMEWHOe M3-
MepeHHe, BRICOKYIO MPECKa3aTeNIbHYI0 Harpy3Ky U MOTEHIMAIBHYIO KIHMHUYC-
CKYIO0 3HAYMMOCTD JJIsi OyAyIIero 3M0poBbsi. Bce 3To 0O00CHOBBIBaeT TpeboBa-
HHe 0oJiee EMMKATHOTO OOpalIeHnus ¢ TeHeTHIECKON nH(pOpMane — BKII0Yas
oOCyXJleHre TOCIEICTBUI Ui POACTBEHHHWKOB, BO3MOXKHBIX BTOPHYHBIX H
CIIy4allHBIX HaXOJOK, a TaK)K€ TOT0, B KAKOM O0bEMe W NPH KaKUX yCIOBHIX
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pe3yNbTaThl TeHETHYECKOT0 aHAJIN3a MOTYT M JIOJKHBI COOOIIaThes MallUeHTy U
ero cembe. B kauecTBe mpumepa peanuzalidi TaKoro TOJX0/Ja TeHETHYECKOro
JKCEMIMOHANN3Ma MOXHO IPHBECTH IIBEHIIAPCKYI0 MOJEIh PEryIHpOBaHMS
BTOPUYHOTO HCIIOJB30BaHUA JIaHHBIX. B 3TOM Mojenu, moiayduBIIed TpaBOBOE
3akperuieaue B 2014 roxy, s reHeTHdeckol mH(OpMaluu ObLI BBEJEH OoJiee
CTPOTHI PEXUM IO CPAaBHEHUIO C MPOYMMHU METUIIMHCKUMHU JaHHBIMU [Martani
et al., 2019, pp. 3—4]. Takast KOHCTPYKI¥sI ObLTa 3ayMaHa Kak HHCTUTYIMOHA-
JU3aIUs PEACTaBICHNS O TEeHETHYECKUX JAaHHBIX KaKk 00 0c000 YyBCTBUTEINb-
HOW KaTeropuu: MX BhIJelIcHHEe 000CHOBBIBAIOCH BBICOKOW MpeJICKa3aTeIbHOM
LIEHHOCTHIO, CEMEMHBIM XapaKkTepoM WH(POPMAIMH ¥ TOBBIIIEHHBIMH PHCKAMHU
peunentudukanuu [Martani et al., 2019, pp. 5-6].

B 10 ke Bpems aHaN3 MIBEHIIAPCKOI MOJENN Pa3InIeHN TeHETHIECKIX
Y HETEHETHYECKUX JTAaHHBIX TTOKa3bIBAET, YTO MOMBITKA ITOCTPOUTH OTIEIbHBIH,
0oJ1ee JKECTKUI PeXUM MMEHHO ISl TeHETUKY MIPUBOIUT K (hparMeHTanuu mpa-
BOBOT'O TIOJI M YXYAILIAeT MPO3PavyHOCTh Mporenyp coriacus. s uneHTHU-
LMPYEMBIX TeHETHYECKHUX NaHHbIX B LlIBefiniapun OB yCTaHOBIIEH CTPOTHH pe-
UM aKTUBHOTO coryiacusi (opt-in) ¢ 3ampeToM 0 yMOJTYAHHIO U JIOIYCKOM
WCTIIOJIb30BaHMS TOJNBKO MPH SIBHO BBIPAKEHHOM COTJIACHH, TOTJA KaK JUIsl YaCTH
HEreHEeTHYECKUX NaHHBIX MpUMeHseTcs Oonee MIrkuid pexxum [Martani et al.,
2019, pp. 3-6].

Pa3HbIe peXMMBI «I10 YMOJIYAaHHIO» B OTHOIIEHWW KOJIUPOBAaHHBIX JaH-
HBIX (TpemmoiiaraeMoe corjiacue (opt-out) /uisi HETEHETHYECKOW WH(OpMAITIu
MIPOTUB 0053aTENHHOTO SABHOTO COTNIacus (Opt-in) ISl TEHETHYECKOM) yCIOKHHU-
U GOPMBI M 3aTPyIHMIA TOHWMaHHUE MallMeHTaMH MOCTIEICTBUI CBOUX pellle-
Hu#t [Martani et al., 2019, pp. 6-7]. MccnenoBanue mOHATHOCTH HAIIMOHAIBHOM
dbopmer «obmero cormacus» (Unimedswiss) B IlIBeiiniapuu moxazano, d9TO
MMEHHO pa3jiiuie YPOBHEW 3alllUThI JUIsl TEHETUYECKOW U HET€HETUYECKOW HH-
(hopMar BOCIIprHUMAeTCA KaK HEMIPO3pavHOe U BBOASIIEE B 320y KACHNE.

B pesynprare mepecMorpeHHast YHU(UIIMpOBAaHHAS HalMoHaIbHAs (op-
Ma OOIIEero Coryiacusi, UCMOob3yeMasi YHUBEPCUTETCKIMH KIMHUKAMH U HCCclie-
JIOBATEIIbCKUMU IIEHTpaMHu, OblIa mepepaboTaHa TakKuM 00pa3oM, 4TO OT Ipak-
THYecKor muddepeHnnaniy 0TKa3aluch U Teneps TpeOyeTcs SBHOE coriiacue
WM Hecorjlache Ha BTOPUYHOE HMCIOJb30BaHNe 000X THITOB JaHHBIX [Martani
etal., 2019, pp. 7-8].

OTOT TpUMep AEMOHCTPUPYET, YTO HOPMATHBHOE BBIACIICHUE T'€HETHKH
«B OTIENBHBIN PeXMM» Ha YPOBHE 3aKOHOJATEIHCTBA U (OPM COTIACHS UMEET
HE TOJBKO CHMBOJHMYECKHE, HO W BIIOJHE MPAKTUYECKHUE MOCIEICTBHS IS siC-
HocTH Tpouenyp. Ha atom (hoHe KITIO4eBBIM CTAaHOBHUTCS BOMPOC O TOM, Ha Ka-
KOM YPOBHE MPOBOJIUTH HOPMATHUBHYIO Au(epeHInannio: Mo Ty nHpopma-
nun (TeHeTWdeckass / HETCHEeTWYeCKas) WIH 10 COBOKYITHOCTH (DakTOpOB,
BKJTIOYAIOMIEH KOHTEKCT IONYYEHHUS, CTENEeHb OOE3TMUYEHHOCTH, e TTOBTOP-
HOTO UCIIOJIF30BAHUS M XapaKTep BO3MOKHBIX MOCIEACTBAN IS CyObEeKTa aH-
HBIX U ero okpyxeHus. Ecim ciemoBath BTOpPOH JIOTHKE, TeHETHYECKUE TaHHBIE
pa3yMHO paccMaTpHBaTh KaK BaXXHBIH, HO HE YHUKAJIGHBIA IPAMEP BHICOKOUYB-
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CTBHTEJNHbHON MH(OpMAIMHU, HY>KAAIOUIEHCsl B MOBBIIICHHOM BHUMaHWU U TIIA-
TENBHO CIPOEKTHPOBAHHBIX MpPOLEAypax corjacus. Bompoc o reHeTHuecKoit
WCKJIFOYATEIBHOCTH, TaKUM OOpa30M, OKa3bIBAETCS TECHO CBS3aH C BHIOOPOM
MOJIEJIel CoTIacusl, MPUMEHIEMBIX K BTOPUIHOMY HCIOJIB30BAHHIO.

B coBpeMeHHOI nuTepaType ONUCaH IIUPOKUN CHEKTP MOAXOIOB — OT
Pa3oBOTO CHENM(HUUECKOTO COTIACUS Ha KaXKIbIH MPOEKT A0 JUHAMHYECKUX
MOJIeTiei, OCHOBAaHHBIX Ha NUQPOBBIX Iargopmax, — OJHAKO B OTHOIICHUH
TeHETUYECKNX JaHHBIX MOCTENEHHO (POPMUPYETCS KOHCEHCYC B TMOJB3Yy IIHPO-
kux ¢opm cornacus (broad consent) npu COOJIOACHUN ONPEACICHHBIX UHCTH-
TyLHOHAJIBHBIX ycioBui [Lorenzo et al., 2023, pp. 1394-1395]. TpeboBanue
MOBTOPHOTO CIENU(UIECKOr0 COTIacus I KaXJO0TO HOBOTO HCCIEIOBaHWUS,
WCTIOJB3YIOIIEr0 YK€ cOOpaHHBIE JaHHBIE, OBICTPO MpEBpAIIAeTC B Ype3Mep-
HYIO HAarpy3Ky Ui y9acTHHKOB M HCCJIEIOBATENeH, CO3AaeT CUCTEeMATUIECKIe
CMEIEHUSI B BBHIOOPKaX M TOAPBIBAET BO3MOXHOCTH JUIMTEIHHBIX MPOEKTOB,
0COOEHHO TaM, T1Ie HeOOXOAMMO JTOJITOCPOTHOE HaOmoAeHue. [Ipu 3ToM mupo-
KOE COIJIaCHE PAacCMaTpPUBAETCS HE KaK «pa3pelIeHre Ha BCe», a KaK IJIEMEHT
ApPXUTEKTYPHl JTOBEpHS, BKIIOYAIOIMIEH HE3aBHUCHUMYIO HAYYHYIO U 3THYECKYIO
9KCIIEPTH3Y, MIPO3pPAUHbIE IPABMIIA TOCTYIA U MOHATHBIE MEXaHU3MBI KOHTPOJIS
u ot3biBa [Petrini, 2010]. DMmupudeckue uccaea0BaHms yCTAHOBOK MAITUEHTOB
M YYaCTHUKOB OMOOAHKOB MOKa3bIBAIOT, YTO PEUIAOIINMU (PaKTOpaMu IJIsl HUX
SBIISIOTCS 1IEJIM UCTIONb30BAHMS JaHHBIX, CIIPABEIJIMBOCTD MPOLEYP, TapaHTHH
KOH(UACHIIMATBHOCTH | SICHOCTh TOTO, KTO W Ha KaKUX YCIOBUAX OyJeT NMETh
JoCTyn K HH(OpPMAIH, TOT1a KaK IpaHulla MEXIY «[€HETHYECKIMMU» U «Here-
HETHYECKUMMIY JaHHBIMHU BOCIIPHHUMAETCS TOpa3zo MEeHee OCTpPO.

B oro0if mepcrekTuBe ykecToueHHE (QOPMATBHBIX MPABHI OOpaIIeHus
TOJIBKO C T€HETHYecKoil mH(opManueii, 6e3 comocTaBUMOT0 BHUMAaHHUS K JIPY-
THM BHJIAaM BBICOKOYYBCTBHTEIILHBIX JIAHHBIX M O0IEMY Ka4ecTBY MEXaHU3MOB
coryacusi, MOXeT WMeTh mapamokcanbHble d(dexrer. C 0gHON CTOPOHBI, OHO
YCHIINBAET CHMBOJIMYECKUI CTAaTyC T€HETHYECKHUX JTAaHHBIX KaK 00beKTa, Tpe-
Oyrorero 0co0oit 3amuThl, HOPMUPYST TPEBOKHBIC OXKUAAHKS U TTOTCHIINATLHO
CHIDKasi TOTOBHOCTh K yYacTHIO B MCCIIEJOBAHHUAX, JaKe KOTJAa WX COIHAIbHAS
3HAYUMOCTh Tpu3HaeTcs. C Apyroil — CHW)KAeT PEeryJsTOpHOE MaBJICHHE Ha
OCTaJbHYI0 MEAWIWHCKYI0 HH(OPMAINIO, KOTOpas MPOJOIDKAET HMUPKYIUPO-
BaTh B Ooyiee THOKHUX PeXMMax M CTAHOBUTCA MEHEEe 3aMETHBIM KaHAJIOM PHC-
KOB JUISl YaCTHOW JKM3HM M aBTOHOMHH. ECIH 1IeNTb perynpoBaHns B YCIOBHUSIX
00ydaromerocsi 3paBOOXPaHEHUsI COCTOUT B IOCTPOCHUH IIOCIIEAOBATEIBHOM,
MMOHATHOW WM CIIPaBETMBON CHCTEMBI 3alllUTHI YaCTHOM >KM3HU, Hambosee yoOe-
TUTEITFHBIM OKa3bIBAETCS MOJXO, MPH KOTOPOM Te€HETHYECKHE IaHHBIE pac-
CMaTPUBAIOTCA KaK BaXKHBIM, HO HE €IUHCTBEHHBIM (POKYyC yCHIMHA, a HOpMa-
TUBHBIE pPa3IM4YUs TPOBOMATCS TO JHHHUSIM CTENEHH YyBCTBUTEIHHOCTH,
KOHTEKCTa MCITOJIb30BaHUS U KauyecTBa MHCTUTYIIMOHAJIBHBIX TapaHTHH, a HE IO
MIPOUCXOXKIECHUIO HH(POPMAIINK KaK TAKOBOK.
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OT apryMeHTOB pro u contra Kk Bonpocy
00 HCK/IIOYHTEJILHOCTH J0CTYIIA

B mone3y ocoboro pexxnma 3amuThl reHeTHIecKol HHPOpMaIu 00bIYHO
MIPUBOJIAT HECKOIBKO TPYIIT apTyMEHTOB, CBSI3aHHBIX C €€ COJEPXKAHUEM H II0-
CJIEICTBUSIMH YT€UKH. BO-TIepBBIX, TEHOM pacCMaTPUBACTCS KaK OJTHOBPEMEHHO
OuorpaduiecKkuii ¥ MPOrHOCTUICCKUN PECYpC: TCHETHUECKHUE TECThI TIO3BOJISIOT
OIICHUBATh PUCK OyAyIux 3a00JIeBaHUN, HOCUTEIBCTBO MATOJIOTHIECKUX BaPH-
AHTOB, TOTCHIIMAIBHYIO JIEKAPCTBEHHYIO UyBCTBUTEIHHOCTH, a TaKXE PEKOH-
CTPYHUPOBATh POACTBO U B OINPEACICHHON CTETICHH STHUIECKOE TPOUCKOKICHIEC
[Witt, Witt, 2014, pp. 343-345; Lorenzo et al., 2023, pp. 1393-1394]. B otnuune
OT MHOTHX JIPYTHX METUITMHCKHUX ITOKa3aTeleH, 3HaUNMasi 4acTh TCHETHIECKUX
XapaKTePUCTUK CTAOMIIbHA HA MPOTSHKCHHUH XU3HU U MOXKET IOIy4YaTh HOBEIE
WHTEPIPETAIIUA 10 MEpe pPa3BUTUSA HAYKH, YTO YCHIWBAET HHTYHUIHIO 00
YCTOMYMBOM JIMYHOW CBSI3U YEJIOBEKA C €r0 T'€HOMOM U JIeJIaeT IMOCIEACTBUS
HEKOHTPOJIMPYEMOTO PACKPHITHS 0coOeHHO nosroBpemeHHbIME [Evans, Burke,
2008, pp. 500-501; Lorenzo et al., 2023, pp. 1393—-1394].

Bo-BTOpBIX, ¢ TEHETHYECKUMH JaHHBIMH CBS3BIBAIOT CHECIH(PUICCKUE
OTIaCeHMsI TUCKPUMUHAIINN. Pe3ynbTaThl TECTOB, BOCTIPHHUMAEMEIE KaK MapKe-
pHI Oymymiel 3a00JIeBaéMOCTH WJIM CHUKEHHOM CTPaxOBOM «IIPUBIEKATEIHLHO-
CTH», PACCMATPUBAIOTCS KaK TMOTEHITHATBHBIA WHCTPYMEHT HCKIIOUCHHS W3
OTIPEICIICHHBIX PHIHKOB W COITMAIBHBIX CTaTyCOB — MPEXAE BCEro B cdepe
cTpaxoBanus U 3ansToctu [McGuire et al., 2008, pp. 6.1-6.3; Rothstein, 2008,
pp. 2—6]. IMeHHO 3TH PUCKHU TOCIY XA OCHOBaHWEM s mpuHsaTus B CIIA
3akoHa' 0 HeNONyIEHNN TUCKPUMMHALIME HAa OCHOBE F€HETHYECKOH HH(pOpMa-
uu (Genetic Information Nondiscrimination Act, GINA), orpaHA4YHBarOIIEro
HCIIOJIb30BaHNE TeHETHUECKOW MHGOpMAUU paboTOIATEIIMH U CTPAXOBIIHKA-
MU. J[7151 CTOPOHHUKOB TEHETHYIECKON MCKITFOUUTEIFEHOCTH 3TO BBICTYIIACT MPHME-
POM HOPMATHBHOTO TPU3HAHUS HEOOXOTUMOCTH OCOOBIX TapaHTUi I TEHOMHBIX
JaHHBIX. HEBO3MOXKHOCTS M3MEHHUTE TEHOM TI0CJIE YTEUKH — B OTJIMYWE OT, HAMPH-
Mep, OAHKOBCKOTO CHeTa MM UICHTU(PHMKAIMOHHOTO HOMEpa — JIOMOJHUTEIBHO
VKpEIUISIET MPEICTaBICHNUE O TOM, YTO TeHEeTHUeCKas nHdopmaius Tpedyer Oomee
CTPOTUX PEKUMOB KOH(HICHIIMAIBLHOCTH M CICIUAIBHBIX 3alPETOB HA €€ IHC-
KpUMHHAITMOHHOE Hucrok3oBanue [Evans , Burke, 2008, pp. 500-501].

TpeTbsd JMHUS TE€HETUYECKOW HMCKIIOUMUTENBHOCTH CBSI3aHA C MEXKIIOKO-
JICHYECKHM U CEMEUWHBIM XapaKTepoM T'eHeTn4yeckoil nHpopmanuu. Pe3ynbpraTel
TECTa OJHOI'0 YeJ0BeKa HeM30eKHO HECYT CBEICHHUS O €r0 OMOJIOrHYECKUX PO/I-
CTBEHHHMKAX, HE YYaCTBOBABIIMX B IMPUHATHH PEUICHUA O TECTUPOBAHUHU U pac-
KpPBITHH JTaHHBIX. DTO CO37aeT KOH(IMKTH MEXIy WHIWBHIYyIBHOW U CEMEH-
HOM KOH(PHIEHIMAIBLHOCTHIO, & TAK)KE MEKIY IPAaBOM «3HAThb» W MPABOM «HE
3HATH» HACJEICTBCHHBIC PHUCKHU, TPAIUIIMOHHO OOCY)XITaeMBIMH B KOHTEKCTE

! Genetic Information Nondiscrimination Act of 2008 (GINA): Public Law 110-233 —
21 May 2008.
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BO3MOKHOCTH HMH()OPMUPOBAHUS POJCTBCHHUKOB O pE3yJibTaTaX YKe MpPOBe-
JICHHOT'O M€HETHYECKOr0 TECTUPOBaHuUsA. B 1momo0HOM nepcrnekTuBe 0co0bIi pe-
JKUM 3alUThl TCHETUYECKUX JIAHHBIX MBICJIUTCS KaK CII0OCO0 HHCTUTYI[HOHAIBHO
NPU3HATh, YTO PEIICHHUS OJJHOTO CyObheKTa HEM30EKHO 3aTparuBaroT HHGopMa-
IIMOHHOE TIOJIOXKECHHUE JIPYTHX JIMII, CBSI3aHHBIX C HUM T'€HETHYECKU, U YACTHYHO
KOMIICHCUPOBATh 3TY MEKCYOBEKTHYIO CBSI3aHHOCTD.

Kputnka reHernueckodl HCKIIOYUTEIBHOCTH ONMUPAETCAd Ha HECKOJbKO
JUHUNA paccykaeHus. Bo-NepBbIX, MO CTENEHU YYBCTBUTEIBHOCTH U TOCIEI-
CTBHUSIM PACKPBITUS TeHETHYeCKas MH(OpMAaIMs BO MHOIOM COIMOCTaBHMa C
JPYTUMU OCOOBIMH KaTE€rOpPHsIMH MEAMLIMHCKUAX JaHHBIX — ICUXUATPUYCCKUMHU
Juar"osamu, csefenusiMu o BMU-craryce, penpoayKTHBHOW HMCTOpHEH, NaH-
HBIMU O 3aBHCHMOCTSX, @ TaKXe C OTJACIbHBIMH COI[HAIbHO-OKOHOMUYECKHUMH
nmokazarensmu [Sulmasy, 2015, pp. 331-332; Martani et al., 2019, pp. 6-7].
B 3THX cilydasx pUCK CTUTMaTH3aldd U JTUCKPUMHHAIIUK CTOJIb JK€ BBICOK M HE-
penko peanuzyercs 60j1ee HEMOCPEACTBEHHO, YeM Yepe3 CIOXKHbBIE TeHETHIEeCKUE
aCCOIIMAIMK, YTO CTABHUT IO BOMPOC TE3UC O MPUHIMIHATIBHON YHUKAIbHOCTH
TEHETHUKN KaK O0BeKkTa KOHGUACHIHAILHOCTH. COOTBETCTBEHHO, YSI3BUMOCTH
CyOBEKTOB JaHHBIX MPEJCTaeT KaK KOHTEKCTyalIbHAs: OHA OIpPEIENsIeTcs He
TOJIbKO MPHUPOIOH HH(POPMALIMHK, HO M TEM, B KAKUX MHCTHUTYIIUOHAJBHBIX H CO-
[IUAJIBHBIX YCIOBUAX 3Ta HHPOPMALIUS [IUPKYIUPYET.

Bo-BTOpBIX, MOAYEPKUBACTCS, YTO APOOJICHUE MPABOBOIO IMOJSA HA MHO-
JKECTBO «OCOOBIX» PEIKUMOB IS OTACIbHBIX BUIOB JaHHBIX IIPUBOIUT K POCTY
PETYJIATOPHOM CIIOKHOCTH M (pparMeHTariuy 3anuthl. Kak ObLJIO MOKa3aHO BbI-
1ie, MBEUHAPCKUH ONBIT auddepeHIIHalMK TPaBHJ BTOPHUYHOTO HCIOJIh30Ba-
HUSl TEHETUYECKUX M HETCHETHUCCKUX MEIMIIMHCKHUX TaHHBIX MPOAECMOHCTPH-
poOBajl, YTO PA3IUYHBIC «PEKHUMBI 10 YMOJIYAHHIO» — CTPOTOC aKTHBHOE
coryacue (opt-in) JyIsl TEHETUKHA M OTCYTCTBHE Hecoryacus (opt-out) st 9acTH
HEI'CHETHYECKUX CBEACHUU — YCIIOKHAIOT CTPYKTYPY COIVIACHUTEIBHBIX IPOIIE-
Iyp, 3aTPYIHSIOT MOHUMAaHHWE MAIMEHTaMHU IOCJICACTBHA CBOMX DELICHHNA U
MTOAPBIBAIOT JOBEpUE K HCCIENOBaTeNIbcKoi MH(ppacTpykType [Martani et al.,
2019, pp. 6-7]. Ananu3, MpoBeACHHBIIT MapTaHu W COaBTOpPaMH, BBISIBHII, YTO
MMEHHO pa3jInuhe YPOBHEW 3allUThI JUIsl TEHETUYECKON U HEr€HETUYECKOW HH-
dbopManmm co3IaeT «IOTCHIMATLHYIO MPOOIeMy MTOHUMAHUST» U BOCIPHHIMA-
€TCsl yYaCTHHKaMH KaK HENpO3payHOe M YaCTUYHO BBOJSINEE B 3a0JIy)KICHHE
[Martani et al., 2019, pp. 7-8]. OmHoBpeMeHHO Takas nuddepeHnuanus co3maa-
€T JOTIOTHHUTEIbHEIE Oaphephl IS UCCIIEIOBAHUN, 0COOCHHO B paMKaxX o0yda-
IOIIET0Cs 3IPaBOOXpPAHEHHs, TJ€ MMOBTOPHOE HCIIONB30BAHNE YXKE COOpPaHHBIX
JAHHBIX UTPAET KITIOYEBYIO POJIb.

[ToxazaTeneH M OIBIT PETyINPOBAaHUS NUCKPUMHHAINN Ha OCHOBE T€HE-
THYecKoi mHbopMaru. AHamM3 3aKOHA O HEIOMYIICHUHN AUCKPUMHHAITIN Ha
ocHoBe TeHeTmdeckoi mHbopMmamuu (Genetic Information Nondiscrimination
Act, GINA) CIIA neMOHCTpUPYET, YTO 3aKOH HE (OPMHPYET MOTHOCTHIO OT-
JIENbHYI0 «T€HETHUYECKYI0» CHCTEMY 3allliThl, & BCTPANBaET T€HETUIECKHE OC-
HOBAHHA B YK€ CYIIECTBYIOIINE PAMKH aHTHANCKPUMHUHAIIMOHHOTO TpaBa, J10-
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MOJIHSS, @ He 3amemias ooue mMexanusMbl [Rothstein, 2008, pp. 2—6]. Takas
KOHCTPYKIOUA MOAACPKHUBACT UACKO O TOM, YTO I'€HECTUYCCKHUEC PUCKU NUCKPU-
MHUHAIUM CJIeyeT paccCMaTpuBaTh KaK YacTHBIM ciyyail 6osee IUpOKOil mpo-
OJIeMBI HCIIPABOMCPHOT'O HCIIOJIb30BaHWA YYBCTBUTCJIBHBIX JAHHBIX, a HC KakK
KayecTBeHHO MHOHN (eHoMeH [McGuire et al., 2008, p. 6]. DMnupuueckue uc-
CJICA0BaHNA BOCTIPUATHA BTOPUYHOT'O UCIIOJIE30BAHUA MeIlPIHPIHCKOﬁ I/IH(bOpMa-
[IUHM TaKXe HE MMOATBEPKIAI0T 0€30TOBOPOYHYIO TOIEPKKY CHIBHOTO T€HETH-
YCCKOI'0 HCKIIOYCHUA: TOTOBHOCTHL YYAaCTHUKOB JCJIMTHCA AJAaHHBIMU CHUJIBHEC
3aBUCUT OT IIeJICH WCIOJBb30BAaHUS, CIPaBEJIMBOCTH MPOIEAYpP M TapaHTHUil
KOH(bI/IIIeHHI/IaHBHOCTI/I, YEM OT TOI'O, ABJIIAIOTCA JIU JAaHHBIC TCHCTHYCCKUMH HIIN
HET, a B pAAC CJIydacB BKIIIOUCHNUE HACICACTBCHHBIX TCHCTUUCCKUX PE3YJILTATOB
JlaKe TOBBIIIAET MOTHBAIMIO K YYaCTHIO, CBSI3BIBAEMYIO C BKIIQJIOM B 0OOIIe-
CTBEHHOE 0J1aro.

Ha sToMm ¢one psim aBTOpOB IpeiiaracT allbTepHATUBY T'€HETHYCCKOMY
HCKITIOYCHUIO B BHJIE €UHOTO TOJXO0Ma JUISI BCEX KATErOpHil 0c000 UyBCTBHU-
TCJIIbHBIX HAHHBIX C BO3MOXKXHOCTBIO TOYECIHOM HaCTpOfIKH CIICIUAJIbHBIX HOPM
Tam, TA€ 3TO JAeicTBHTENbHO HeoOxoammo [Sulmasy, 2015, pp. 331-332;
Martani et al., 2019, pp. 6-7, 9-10]. B takoif Momenu reHeTUIecKas HHPopMa-
oA MO-MPEKHEMY IMPU3HACTCA BLICOKOQYBCTBHTCHBHOﬁ, HO HE€ KaK €AUHCTBCH-
HBIH «IPUBUJIIETUPOBAHHBIN» 00BEKT 3amuThl. OCcOOBIe TIOJIOKEHHS — 3aIPEThI
Ha ompejAeNeHHbIe (POPMBI TEHETUYECKOW TUCKPUMHHAIIUNY, CIIEUANbHbBIE Tpe-
OoBaHms K paboTe ¢ CeMEHHBIMH PHCKaMHU — JOTOJHSIOT OOIIMA Kapkac, He
tdbparmentupys ero [Evans, Burke, 2008, pp. 500-501; Martani et al., 2019,
pp. 9-10; Lorenzo et al., 2023, pp. 1395-1396]. [y1s1 KIMHAYECKOTO KOHTEKCTA
TEHETHYECKOTO KOHCYJIETHPOBAHUS MOJIO0HYI0 TIPOMEKYTOUHYIO TO3UITHIO ap-
tukynupytor M.M. u M.II. Burt, noguepkuBas, uto 6a3oBble MPaKTUKHA obec-
IICUYCHUA KOH(i)I/IZ[CHIII/IaJ'IBHOCTI/I " MIPUBATHOCTHU 34€Ch BO MHOI'OM COBIIaJar0T C
nmoaxoaaMu K APYruM 4yBCTBUTCIIBHBIM HaHHBIM, a cneun(ana TCHCTHUKU TpEC-
6yeT CKOpEC MOMOJTHUTEIIBHBIX yTO‘IHeHHfI, YEeM NPUHOUIIHAIBHO OTACIBHOI'O
noaxoxa [Witt, Witt, 2014, pp. 347-349].

BakHBIM cIIeACTBHEM ITOW MTUCKYCCHUH CTAHOBHUTCS CMEIICHHE POKyca OT
BOIIPpOCa «UCKIIFOUYUTCIIBHBI JIX TCHETUYCCKUE )IaHHBIe?» K BOIIPOCY «KTO UMECH-
HO TIOJy4YaeT MCKIIOYMTENBHBIA CTaTyCc B yIpaBJIeHHH UMH?». PuTopmka oco-
00# 9yBCTBUTEIHHOCTH T€HETHUECKONW MH(OPMAIINK MOXKET CITy’KUTh OCHOBAaHH-
€M HE€ TOJIBKO JId YCUJICHUA IIpaB CY6’I)CKTOB JaHHBIX, HO WU IJI pacCIIUpPCHUA
JIOCTyIa K FCHETHUYECKHM PEeCcypcaM CO CTOPOHBI IOCYIapCTBa U KPYIHBIX HH-
(hpacTpyKTyp, IPeTEHAYIONTNX Ha 0COOBIC TIOJITHOMOYHS B paMKaxX HAITMOHATBLHBIX
OMO00aHKOB, CHCTEM Haa30pa 3a OOIECTBEHHBIM 370POBBEM HMIIM KPYITHBIX IPO-
rpaMM oOyudarorerocst 3apaBooxpanernus [Institute of Medicine, 2007, pp. 37—40;
Mittelstadt, Floridi, 2016, pp. 318-322; Martani et al., 2019, pp. 2-3, 9-10].
B takoit koHGUTYpaIiy UCKIIOIUTEIBHBINA CTaTyC 3aKPEIUIIeTCS HE TOJNBKO 3a
CaMHIMH T€HEeTHYECKUMH JTaHHBIMHU, HO ¥ 33 ONPEIeIEHHBIMU IMyOIUIHBIME HH-
CTUTYTaMH, KOTOPBIE MOJTydaroT npedepeHIini B uX cOope, aHaln3e U BTOPU-
HOM HCHONB30BaHuU. [lepexox ot Bompoca 0 CYIIHOCTHOH 0COOOCTH T€HETHKH
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K BOIIPpOCY O TOM, KaKMM aKTOpaM MW Ha KaKUX OCHOBAHUAX IPEAOCTABIIACTCA
HCKITIOUNTCIIHLHBIA OOCTyIl K TCHETHYCCKOU I/IH(i)OpMaI_[I/II/I, IMO3BOJIACT IIO-
HOBOMY YBHJICTH KOH(bI/IpraHI/IIO BJIaCTU W OTBCTCTBCHHOCTU B YIIPABJICHHUU
TCHCTUYCCKMMU peCypCaMH W NOATOTAaBJIMBACT MOYBY MJIs aHaJIM3a rocyjap-
CTBCHHO-IICHTPUYHBIX (1)0pM SKCCIIIMOHAIN3MaA, pPa3BEPTHIBAIOINXCA, B 4acCT-
HOCTH, B pOCCHfICKOM KOHTCKCTC.

YMepeHHBIﬁ AHTHIKCCNNIUOHAJTIU3M
u Hﬂ3aﬁﬂ PEKUMOB KOH(l)HZ]eHIIHa.H])HOCTI/I

PaccMmoTpeHHBIE apryMeHTBI IO3BOJSIOT CHOPMYIHPOBATh YMEPEHHYIO
MO3UIMIO, B KOTOPOH MpHU3HaeTcs crenuuka TeHeTHIeCKol HHpOopManuu, HO
OTBepraercsi He0OXOJUMOCTh 0CO00T0 cTaTyca KOH(pHUAEeHIMATBHOCTH. | eHeTH-
YecKHe JaHHBIe 00J1a/1al0T KaueCTBOM HEM3MEHHOCTH, CEMEWHBIM M MEXIIOKO-
JIEHYECKUM H3MEPEHHUEM M BBICOKOW NMPOTHOCTUYECKOW HArpy3KOM, OJHAKO I10
pUCKaM CTUTMAaTH3allMi W TUCKPUMHHAIMK COIIOCTaBHMBI C JPYTUMH 0C000
YYBCTBUTEIHHBIMI MEIUIIMHCKUMH CBEICHUSAMH, TaKUMH KaK IICHXHATpHUe-
CKME MarHossl, ceeaeHuss o BUY-craryce, penpoayKTUBHAs UCTOPUS WU UC-
TOpHS HAPKOTHYECKOIl 3aBUCUMOCTH. B 3T0ii mepcriekTrBe 60s1ee OnpaBIaHHBIM
MIPECTABIISETCS €IWHBIA PEXUM 3aIIUTHI JUII BCEX OCO00 YYBCTBHUTENIHHBIX
JTAHHBIX — C BRICOKMMH CTaHIAPTaMH 3aKOHHOCTH 00paboTku, HHGOOPMHUPOBAH-
HOTO COTJIacHs, AeUACHTU(UKAINN U Haa30pa, — a He O0COOBIA CTAaTyC TOIBKO
JUTS TEHETUYECKHUX JTaHHBIX.

Crenn¢purka reHeTHYECKUX JaHHBIX MOXKET YUUTHIBAThCA Yepe3 Jo0aBie-
HUE MOJYJBHBIX 3alPETOB WM TpeboBaHUH K obmemy perymupoBanuio. K mx
YHUCITy OTHOCSITCS, BO-TIEPBBIX, CIENHAIbHBIE 3alpPEeThl Ha TEHETHYECKYyIO JTHC-
KPUMHUHAILIMIO B CTPAXOBAaHUH M 3aHATOCTH, BCTPOECHHBIEC B 00II[ee aHTHINCKPH-
MUHAIIMOHHOE MPaBo. BO-BTOPHIX, MOMOIHHUTENbHBIE TPeOOBaHUS K HHPOPMHU-
POBAaHHOMY COTJIACHIO W KOHCYJBTHPOBAHHIO C YIETOM CEMEHHOTO KOHTEKCTa,
MpaBa «HE 3HATh» W BO3MOXKHBIX BTOPHYHBIX HaxoAkax. B-Tpersux, Ooiee
CTpOTHE TpaBWJIa BTOPHUYHOTO HWCIOJB30BAHHWS W TPAHCTPAHWYHOMN Iepenadn
TeHETUYECKNX JaHHBIX KaK YacTH 0C000 YYBCTBHUTENHHBIX HaOOPOB, BKIIOUAs
0053aTeTbHYIO MCEBAOHUMH3AIIHIO (3aMEHY MPSAMBIX UICHTH(PUKATOPOB KOAAMH
C BO3MOXXHOCTBIO OOpaTHOM MepCOHAIM3aNWK TpU COONIOIEHUN YCTaHOBJICH-
HBIX TIPOIIEIyp), pa3AcibHOE XpaHEeHHE KOJAOB M HIASHTU(UIIUPYIOIIeH nH Op-
Maluy, a TaK)Ke HEe3aBHCUMBIM HaA30p. MIHCTUTYIMOHAIBHO U TEXHUYECKU Ta-
KHE MOJYJIM MOTYT pEaJIn30BBIBAThbCA YEPE3 pasrpaHUUYCHHE YPOBHEW NOCTyma
(KTHHUYECKUH, UCCIIeI0BATEbCKIM, MTPAaBOOXPAHUTEIBHBIN ), CHCTEMBI HE3aBH-
CHUMBIX KOMHTETOB II0 JOCTYIy K JaHHBIM, IIPO3PAaYHBIE PETHCTPBI 3alIPOCOB U
OTYETHOCTh 00 aIrOPUTMUYECKOM HCIIOJIb30BAHUM TE€HETHYECKUX HaOOpoB,
0COOEHHO TaM, I'7ie IPUHUMAIOTCS I0PUANYECKH 3HAUNMbIe PEILICHHUS.
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3akiaouyenune

CoBpeMeHHast JUCKYCCHUSI 00 UCKITIOYUTEIBPHOCTH TeHETUUECKUX JTaHHBIX
MOKAa3bIBAET, YTO OCOObIE CBOHCTBA FeHETHUECKON WH(POPMAIIUHN HE MIPHBOJSAT K
OAHO3HAYHOMY HOPMATUBHOMY PCUCITY: apryMEHThl B IIOJIB3Y €€ HUCKIIIOYH-
TENLHOCTH COCYIIECTBYIOT C YOCIUTENbHOW KPUTUKOW OHTOJIOTHYECKOTO U pe-
TYJATOPHOI'O BBIJACJICHHA T'CHETUKU Ha q)OHe APYTuX YyBCTBUTCJIBHBIX MEON-
MHCKUX W OWOMETPUYECKUX JJAaHHBIX. B IIEHTpe crmopa OKa3hIBAIOTCS HE
CTOJIBKO MOJeKyJsipHble xapakrepuctuku JIHK, ckxosnbko pucku cturmarusa-
U, TUCKpUMUHAIIUN U YyTpaTbl KOHTPOJIA HAZ JaHHBIMU B YCJIIOBUAX HUX Mac-
COBOTO MHI(POBOTO OOPAIICHIS 1 BTOPUIHOT'O UCITOJIB30BAHMUS.

B sTo0#i mepcnexTiBe KOHDHUACHINAIHLHOCTh TEHETUYECKOW MH(POPMAIUN
OKa3bIBAETCS MPOM3BOAHOM OT OoJiee OOINX CTPYKTYPHBIX MPOOJIEM MPUBATHO-
CTHU B JIIOXY OOJIBIINX JaHHBIX: BO3MOXHOCTH peI/I):[eHTI/I(i)I/IKaHI/II/I, HEOYCBUI-
HOTO OOBEIWHEHHS PAa3HOPOAHBIX HAOOpPOB, aCHMMETPHUH HH(OPMAITMOHHOM
BJIaCTU MCXKAY HHIAMBUAAMHU W HHCTUTYLUSAMU. Takconomus MIPUBAaTHOCTHU
. ComoyBa (D. Solove) m oOcyXIeHne CHCTEMHOTO Haa3opa (systemic
oversight) B uccnegoBanmnsax Gompmmx naHHBIX (big data) mMO3BONAIOT YBHIETH,
YTO YI'PO3bL KOH(bI/II[eHHI/IaHLHOCTI/I BO3HHUKAKOT Ha BCEX IJTallaxXx >XHWU3HCHHOIO
LMKJIAa TeHETHYECKNX JaHHBIX — OT cOopa W 00paboOTKH 0 pacpOCTPaHEHUS U
BTOPUYHOTO HCIONBb30BaHMs [Vayena, Blasimme, 2018, pp. 7-8].

OnpIT perymupoBaHUsl B Pa3NUYHBIX IOPUCIAUKIUSAX JIEMOHCTPHPYET
OIrpaHUYCHHOCTH MOJAXOJ0B KakK TeHEeTHYeCKOH HMCKIIOYUTEILHOCTH B OTHOIIIE-
HUW JAaHHBIX, TaK U €€ IIOJHOI'0 OTpHULIaHUA. CHGHI/IaJIBHBIe PEXKUMBI B OTHOIIIC-
HUM TEHETHYECKOM WCKIIOUYUTEILHOCTH HE YCTpaHAT q)YHHaMeHTaJIBHBIX
aCIMMETPHI ¥ MOTYT ()parMeHTHPOBATH MIPABOBYIO 3aIIUTY, TOTJA KaK MOJHOE
«pPaCTBOPEHHE» TEHETHKH B OOIIEM PEKUME MEePCOHANBHBIX JaHHBIX PUCKYET
HEIOOUCHUTH €€ CHCHI/I(i)I/I‘IeCKYIO YYBCTBUTCJIBHOCTh U ceMeHoe HU3MEPCHUEC.
B otBer Ha 3TH BBI30BBI (OPMUPYIOTCS THOPHUIHBIE MOJIETH, COUYETAIOIINE MTPH-
3HaHUE 0CO00H YA3BUMOCTH TE€HETUUCCKON MH(POPMAITUU C BKIIOUCHHUEM €€ 3a-
IIUTHI B OOIIYIO apXUTEKTYPY YIPaBICHHS YyBCTBUTEIbHBIMU TAHHBIMHU, OCHO-
BAaHHYIO Ha MHOTOYPOBHEBOM KOHTPOJIE OOCTYyIa, IMPO3PpaYHOCTU BTOPHUYHOI'O
HCIIOJIb30BaHUA U UHCTUTYLIMOHAJIIBHOM HAIA30p€.

Takoe cmemenne ¢Goxyca ¢ HUCKIIOYUTEIBHOCTH JaHHBIX HA HCKIIOUYH-
TEIHHOCTh TOCYAAPCTBA MOXKET OBITh OXapaKTEPH30BAHO KaK CYBEPEHHBIN HITH
rOCYIapCTBEHHBIN 3KCENIIMOHAIN3M, POJICTBEHHBINH «T€HETHYECKOMY CTEHTH3-
My» (genetic statism) [Sabatello, Juengst, 2019, pp. S13—S14]. Bmecro Toro
Y9TOOBI CIIY)KUTh aPTyMEHTOM B II0JIB3Y 0CO00H KOH(PHICHITHATBHOCTH HHANBHIA,
TeHEeTHUECKHUI OKCCIIIUOHAIU3M HPEBpalIacTCd B OCHOBAHUEC IJIA PACIHUPCHUA
WCKITIOYUTEIHHBIX MPEPOTaTHB rocyaapcTBa B cdepe cOopa, XpaHEHUS U UCTIOIb-
30BaHUs TeHeTmdeckod mHbpopmarmm [Sabatello, Juengst, 2019, pp. S13-S15].
B sTo#i mepcnexktnBe KOHPUAESHIIHAIBHOCTD CIEIyeT MOHUMATh He TOJBKO KaK
CBOHCTBO MH(pOpMAIMU WM HaOOp TEXHHUK JCHICHTH(OHUKAIIMN, HO W KaK WH-
CTPYMEHT OTPaHUYEHUSI CYBEPEHHBIX MPETEH3UNW Ha TOTaJIbHbIA M€HETHUYECKUH
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y4eT U aHAJUTHYECKOE HCIIOIb30BaHUE TI'eHETHYECKUX JaHHBIX [Sabatello,
Juengst, 2019, pp. S14-S15].

CremoBaTeNbHO, KITFOUEBEIM HOPMATHBHBIM BOIIPOCOM CTaHOBHUTCS HE TO,
HACKOJILKO OCOOOM SIBJISETCS FeHeThdeckas uHgpopmMmalus cama mo cebe, a To,
re MPOXOMSIT MOMYCTUMEIC TPaHUIIBl TOCYAAPCTBEHHOTO SKCEMIIMOHANIN3MA U
KaKue WHCTUTYIHOHAIBHBIE MEXaHU3MbI MOTYT VACPKUBATh Pa3BUTHC TCHETH-
YECKHUX TEXHOJIOTHH B paMKaXx IpaB UeJIOBEKa U CIIPABEIINBOTO PACIPEICICHIS
puckoB. IlepcrieKTUBHOM MpPEACTABIAETCS MOJZENb, B KOTOPOH T'€HETHUYECKHE
JTAaHHBIC TIPU3HAIOTCS OCOOEHHO YYBCTBHUTEIHHBIMH, HO WX 3aIllUTa CTPOUTCS B
JIOTUKE CHCTEMHOTO Ha/30pa, MPO3pavyHOro YIPABICHUS U MOIOTIYECTHOCTH TOCY-
JAPCTBEHHBIX M YACTHBIX aKTOPOB, a HE B JIOTUKE OJHOCTOPOHHEH CyBepeHHOM
HCKITFOUUTEITHHOCTH.
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