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AKTyaJlbHOCTh NPAaBOBOI'0 PETYJIMPOBAHMSI T€HETUUYECKOIO TECTUPOBAHMS OII-
penensieTcst TeM, YTO FeHEeTUYECKHUEe TaHHBIE MOT'YT UCIIOJIb30BAaThCsl HE TOJIBKO
Ha 6)’[31‘0, HO U IJIsI JUCKPUMHUHAILIUK YCIIOBCKA. EG.H_B: MpoaHaJIn3nupoOBaTh MMOA-
XOJIbl Pa3HBIX CTPaH K Pa3BUTHUIO IPABOBOIO PETYIUPOBAHUS T'€HETUYECKOTO
TCCTUPOBAHHUA U UCIHOJb30BAHUA TCHCTUUCCKHUX JTaHHBIX. MGTOQBII OMIIUPUIC-
CKH€ METOIbl CPaBHEHUS, ONMCAHUS, HHTEPIIPETALINH; TEOPETUUECKHE METOIbI
dopmManbHON M JMATEKTHYECKOW JIOTUKU; YAaCTHO-HAyYHBIE METOJbI: CPaBHHU-
TEJIHHOIO MPABOBEACHUSI U METOJl TOJIKOBAHMS MPAaBOBbIX HOPM. Pe3ynbTarhl:
BBISABJICHBI IBA MTOAXO04a B IIPABOBOM PCryjIMpOBaHUU HCIIOJIB30BaHUSA I'CHCTH-
yeckuX JaHHbIX. [IepBblii MOAX0/A CBSA3aH C OTpaHUYEHHEM CBOOOJIBI JOTOBOpa
B C(bepe 3aHATOCTU UJIKU CTPAaXOBaHHA, BBEACHUCM B 3aKOHOAATCILCTBO O IIpa-
Bax 4YeJloBeKa OOIIMX 3alpeToB Ha JUCKPUMHUHALIMIO MO MPHU3HAKY I'€HeTHYe-
CKHUX XapaKTCPUCTHUK WK CO3AAHUCM CIICHUAJIbHBIX PABOBBIX HOPM JIA CTpa-
XOBBIX KOMITAHHH 1 paboToaaTenei. Bropoit moaxo 3akimoyaeTcsi B IPUHATHN
KOMIIJIECKCHOI'O 3aKOHOAATEJIbLCTBA O KOH(bI/I,Z[GHL[I/Ia.HBHOCTI/I JJ11 3allIUTHI T'CHE-
TUYECKUX JIaHHBIX OT cOOpa, UCIONb30BaHMs U pas3rialieHus 0e3 cornacus co-
OTBCTCTBYIOIIUX CTOPOH. C,Z[G.HaH BBIBOJ, YTO TOJBKO KOMILJIEKCHBIHN Ioaxoa B
IIPAaBOBOM PETYJIMPOBAaHUM TE€HETHUYECKUX HCCIEIOBAHUM W MCIIOIb30BAHUU
TeHEeTUYECKOM MH(pOpMalLny, BKIIOYAIOIINI BBEJCHHE B 3aKOHOJATEIBCTBO O
IpaBax 4eJoBeKa OOIIMX 3alpeToB HAa AUCKPUMMHALIMIO MO MPU3HAKY F€HETH-
YCCKHUX XAPAKTCPHUCTUK, CO3AAHUC CTICTITUAJIbHBIX NIPABOBLIX HOPM IJId CTpaxo-
BbIX KOMIAHHUI W paboToaareseil, ycTaHOBICHHUE AJI TEHETUYECKUX IaHHbBIX
peXHMa CTPOrO KOHTPOJIMPYEMOTO HCIIOJIB30BAHMS, TTO3BOJIUT OOECIICUUTH 3a-
IIUTY TIPaB CyOBEKTOB T€HETUYECKUX JTAHHBIX U OM00E30MMacHOCTh TOCYAapCT-
Ba.
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'eneTndeckue uccneoBaHUsL CETOAHS 00JIaTal0T 3HAYUTEIHHBIM HH-
HOBAILMOHHBIM TOTEHIIMAJIOM JUIsl Pa3BUTHIX IKOHOMHUK. BMmecte ¢ Tem ux
MPaBOBOE PEryIUPOBAHHUE U JOITYCTUMOCTH B IIEJIOM SIBIISTFOTCSI OJTHOM U3 ca-
MBIX CIIOPHBIX T€M B mpase [5, c. 21]. ['eHeTHUecKkoe TeCTUPOBAHHUE, KOTOPOE
BKJIFOYAET B ceOsl aHAIM3 XPOMOCOM, T€HOB WJIM T€HHBIX MPOAYKTOB (OEIKOB)
YeJIoBeKa ISl BBISBJICHUS HAJIMYUS ONPEICICHHBIX MPU3HAKOB, HE SBIAETCS
UCKJIIOYCHHUEM.

C onHOI CTOPOHBI, MPEUMYILIECTBA T€HETUYECKOTO TECTUPOBAHUS He-
ocriopuMbl. ETo pe3ynbTaTsl MO3BOJISIOT JIOASM Y3HATh O CBOEM IPOMCXOXKIE-
HUU U MPOUCXOXKIACHUU MPEIKOB, TTOMOTAaIOT YUYEHBIM COCTaBUTh KapTy JIOH-
CTOPHYECKUX IIyTell MHUTPALHH YeIOBEKA ~, HCIIONB3YIOTCS JUISL BBISBICHHS
MPEPacIoNOKEHHOCTH K TeHeTHYecKoMy 3aboJjieBaHUIO. JTa HHMopmanus
MO>KET TIOMOYb JIFOSIM HayaTh COOTBETCTBYIOIIEE JICUCHNUE HA paHHEH CcTaauu
U MPUHATH 00pa3 *U3HU, KOTOPBI CBEIET K MUHUMYMY BO3MOJKHBIN Bpes re-
HETUYECKOT'O COCTOSTHUS, TIOMOYKET BHIOPATh MPABIIbHBIE (PapMaKOJIOTHIECKIE
Y TEeHOTEepPANeBTUUYECKIE METO/IbI JICUCHHUS.

B03MOXHOCTB ylydIlIeHUs] Pe3yIbTaTOB U MOBBIMICHUS YKOHOMHYECKOM
3(PEKTUBHOCTH TEpanuu 3a CUET aJanTalliid K TeHETHYECKOMY MPOUITIO IMa-
[IMeHTa MoOyauIa MPaBUTEIbCTBO MHOTHX CTpaH (PMHAHCHPOBATH HOBYIO 00-
JIACTh «IEPCOHATU3UPOBaHHONW MeaunuHbD (personalized medicine) [3]. U xo-
TSl B HACTOSIIIEE BPEMsl OTHOCUTENILHO HEOOJIBIIIOE YMCIIO TECTOB HA TeHETUYE-
ckue 3a00s1eBaHMsl MUPOKO MPUZHAETCS B KAUECTBE HAJICKHBIX U MOJIOKUTEb-
HBI pPE3yNbTaT TECTa HE 00s3aTENILHO NPEICKa3bIBACT HAYANIO WU TSHKECTh
poTeKaHus 3a00JIeBaHNUs, yUEHbIE 0KUIAIOT, YTO T€HETHUECKOE TECTUPOBAHHE
OyJeT Mmo-TpeXHEMY OTKPBIBATh HOBBIE OOJIACTH MEAMIIMHCKUX 3HAHWUN U HO-
BbIC€ BApUAHTHI JIeUeHHUs [7].

! Tenorpaguaecknit mpoexr (The Genographic Project) Gbur Hagar B 2005 To1y B KauecTse
MCCIIE/IOBATEIbCKOTO MIPOEKTa B COTPYAHHUYECTBE C YUYCHBIMU U YHUBEPCUTETAMH BO BCEM MHPE
C IeNbI0 BBISABICHUS 3aKOHOMEpHOCTEH Murpamuu yofeil [OmekrponHBIH pecype] URL:
https://genographic.nationalgeographic.com/about/ (zata o6pamenus: 05.05.2020).
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OpHako pe3yibTaThl F€HETHUYECKOr0 TECTUPOBAHUS MOTYT HCIOJb30-
BaThCsl HE TOJBKO Ha OJlaro, HO W JJIS AUCKPUMMHALIMK 4elloBeka. | eHernye-
CKUU TECT MOXET BBIIBUTD, YTO YEJIOBEK UMeET OoJiee BHICOKHI PUCK TOTO, YTO
B OJIMH MPEKPACHBIN JeHh eMy MOTpeOyeTcsl MPOABUHYTAsS MEAUIIMHCKAS TO-
MOILb WJIK OH HE CMOXET paboTaTh M3-3a HACJIEACTBEHHOIO 3a00jeBaHus. JTa
uH(pOpMaIUg MOXKET MOBJIHITh HA TO, KaK MPUHUMAIOTCS PEHICHHUS B TaKUX
chepax, Kak CTpaxOBaHUE M 3aHATOCTH [1].

[IpaBoBO€ TOCYAAPCTBO, CYITHOCTH KOTOPOTO CBOAMTCS K 3aMHTEPECOBAH-
HOMY CIY)KEHHIO MHTEpecaM TIpa)kJaHCKOTO OOIIEeCTBA, TapaHTUPYET YeJIOBEKY
3aIIUTY OT JIFO00H JUCKPHUMUHAIINH, B TOM YHCJIE TI0 TCHETHUECKOMY TIPU3HAKY.

B 1990-x romax kpymHOMacmTaOHBIA MEXIYHAPOJHBIA HAy4HO-
uccienoarenbckui mpoekT «I enom uenoseka» (The Human Genome Project,
HGP) He ToabKO MO3BOJMII CACIATh OTKPBHITHSA B O0JIACTH T€HETHKH YeJIOBEKa,
HO W YCHJIWJI 03a00YE€HHOCTH IO TMOBOAY ITHYECKUX M MPABOBBIX BOMPOCOB,
BO3HUKAIOIIUX B CBA3U C TEHETUYECKUM TECTHPOBAHUEM M T€HETHYECKHUMH Ma-
HUNyasuusAMu [4]. OTo NpuUBENO K NPUHATHIO BO MHOTHUX CTpaHaX HOBBIX 3a-
KOHOB M MEXAYHapOAHBIX JIOTOBOPOB, PErYIHPYIOMIMX TI'€HHO-UH)KEHEPHYIO
NEeSTENIbHOCTh M UCIIOJIb30BaHNE TeHETUYECKOM NH(OPMAIIUH.

I'enepanbuoii kordepenmueit OOH 11 Hos6ps 1997 . Obuta puHSTA
Bceoblast JeKaparus 0 TeHOME YelOBeKa M IpaBax deloBeka °. COIIACHO
3TOMY JAOKYMEHTY I'€HOM YeJOBEKa JISKUT B OCHOBE M3HAYAJIHHOW OOIIHOCTH
BCEX MPEACTABUTENICH YEIOBEYECKOTO POJia, a TAaKKe NMPU3HAHUS UX HEOTHEM-
JIEMOro JOCTOMHCTBA M pa3HooOpasus. Kaxaplii yenoBek MMeEeT MpaBO Ha
YBa)KCHHE €ro JOCTOMHCTBA U €T0 MPaB BHE 3aBUCIMOCTH OT €r0 TeHETHIECKUX
XapaKkTepucTHK. Jlekmapalys npu3bIBaeT BCEe CTPAHbl IPUHUMATh HAllMOHAJb-
HBIC 3aKOHBI MPOTHUB JUCKPUMHUHAIMU HA OCHOBE T'€HETHMUYECKUX XapaKTepH-
CTHK U MPEAOTBpAIlaTh X UCIOJIb30BaHUE, KOTOPOE MOXKET MOAOPBATh JOCTO-
WHCTBO U TIPaBa 4eIoBeKa.

B uncne rapantuii, HanpaBJIeHHBIX Ha 3alIUTY 4YeJIOBEKa OT BO3MOXK-
HBIX 37I0yNOTpeONeHui B cdepe MCIONb30BaHUS T€HETUYECKUX JTaHHBIX, Ha-
3BaHa OO0S3aHHOCTH TOCY/IapCTBa OOecreYynBaTh KOH(HICHIIMATLHOCTh TeHEe-
TUYECKUX JTaHHBIX, KOTOPBIE KACcAIOTCS YEJIOBEKa, Ybsl JINYHOCTh MOXKET OBITh
YCTaHOBJIEHA, M KOTOPbIE XPAHATCS WU MOABEPraroTcsi 00pabOTKHU B HAYUHBIX
WM TIOOBIX IPYTHX LENsIX.

2 BeeoOLgst ISK/apaLyist O TeHOME YerioBeKa 1 paeax deroexa. [Tpursira 11 Hosiopst 1997 roma I'eHepanbHoit
koH(pepentmeit Opranmarmn OObemMHeHHBIX Harwii o Borpocam 00pa3oBaHyis, HAYKH 1 KYJIBTYPhI [OJek-
TpormbIi pecype]. URL: http:/Awww.un.org/ru/documents/decl_convideclarations/pdf/fhuman_genome.pdf (mara
obparrenust: 05.05.2020).
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OcoOplif cTaTyc TeHETHMYECKUX JaHHBIX YelloBeKa ObLI 3aKperuieH B
MexnyHapoaHOU AEeKIapaluy O IeHETUYECKUX NAaHHBIX YEJIOBEKa, IPUHATON
I'enepansuoii koHpepenueir FOHECKO 16 oxtsabps 2003 roga 3, Hexnapa-
[Ys IOMUMO CTPEMJICHUS 3aIllUTUTh T€HOM YeJIOBEKa OT HEMPaBOMEPHBIX Ma-
HUMYJSIUN, KOTOPbIE MOTYT IMOCTaBUTh MOJ] YIPO3y JUYHOCTh U (PU3NUECKYIO
HENPUKOCHOBEHHOCTh OyIyIIMX TMOKOJICHWH, TakXe HamlpaBlieHa Ha MPeroT-
BpallleHue TeHETUYECKOW TUCKPUMHUHAIIMM U JI0O0T0 HCIIOJIb30BAHUS T€HETH-
4ecKoi MH(OpMAIMH, KOTOPhIE MPOTUBOPEUHIN OBl YEIOBEYECKOMY JIOCTOMH-
CTBY U IIPaBaM 4€JIOBEKA.

Psin rocynapcTB NmpuHSUIA 3aKOHOAATENIbHBIE MEphI JJIsl PELIEHUs TPo-
Osiembl TeHeTHUeckoi nuckpumuHaimu. Tak, CIHA B 2008 rogy mpunsiiau 3a-
KOH O 3ampere AMCKPUMHHALMK Ha OCHOBE TE€HETHYECKOW HWH(OpPMAaLUU
(Genetic Information Nondiscrimination Act, GINA)*, koTopsiit orpanuumBa-
€TCsl PACCMOTPEHUEM T€HETUYECKOTO TECTUPOBAHUS B KOHTEKCTE MEULIUHCKO-
ro CcTpaxoBaHus W 3aHATOCTH. OH pEryaupyer NpOBEIECHHE TE€HETUYECKOIO
TECTUPOBAHUS B HUCCIEAOBATEIILCKUX LEJSAX; BHOCUT MOIMPABKU B Psii APYTUX
dbenepanbuabix 3akoHOB CIIIA, 3ampemniaroniue KOPPEKTHPOBATH CYMMBI CTpa-
XOBBIX MPEMHI MM B3HOCOB Ha OCHOBE I'€HETHUYECKOW MH(poOpMauuu; paspe-
HIaeT rpa)<JIaHaM I0/1aBaTh >Kajno0bl Ha paboTodaresneil B CBSA3U C JUCKPUMHU-
Haluel o reHeTnueckomy npusHaky. B EBpone crpansl nognucanu Konsen-
1110 o mpaBax venoBeka u onomenunune (ETS Ne 164, OBweno, 4 anpens 1997
rona)°. Crares 11 KOHBEHIMHK B 1ieI0M 3arpenraer g0y GopMy AUCKPUMHU-
HaIlUM B OTHOIIEHUHU KaKOro-Jn0o JHUIa 1Mo MpU3HAKy ero reHeTUYecKoro Ha-
cieaus. BenmukoOpuTanus mpuIepKUBaeTcs Ipyroro moaxoaa K mpooieme re-
HeTHyecKkor nuckpumuHanuu. B 2007 romy mpaBUTETBCTBO MPOBEIO BCEOOH-
EMITIOIIHN 0030p CBOMX aHTHAUCKPUMHUHAIIMOHHBIX 3aKOHOB M TIPUHSLIO pelie-
HUE He 100aBJIATh HUKAKUX 3alpeTOB Ha TUCKPUMHUHAIIMIO 110 MPU3HAKY IeHe-

3 MesxnyHaporHas JeKiaparys O TeHeTMUECKHUX JAHHBIX denoBeka. [Ipunsara pesomormeit I enepanbHoit
koH(pepertm KOHECKO 1o noxmany Komriccnu 111 va 20-M nnenapaom 3acenanmu 16 okrsiopst 2003 rona
[Orextponnbiii pecypc]. URL: http:/www.un.org/r/documents/decl_conv/declarations/genome_dec.shtml
(mara obparterms: 05.05.2020).

* Genetic Information Nondiscrimination Act of 2008, 110th Congress (2007—2008), H.R. 493
[Dnexrponnsiii pecypc]. URL: https://www.congress.gov/bill/110th-congress/house-bill/493
(mara obpamenus: 05.05.2020).

> Convention for the Protection of Human Rights and Dignity of the Human Being with regard
to the Application of Biology and Medicine: Convention on Human Rights and Biomedicine
[Dmexrponnsrit pecypc]. URL: https://www.coe.int/en/web/conventions/full-list/-/conventions/
rms/090000168007cf98 (marta obpamenus: 05.05.2020).
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THYECKHX XapaKTepHCTHK °. CTPaxOBIIMKH M PaGOTONATENH HECYT IOPHNHIC-
CKYIO OTBETCTBEHHOCTH 32 00pabOTKYy reHeTHu4eckoi MH(OpPMaIui B COOTBET-
CTBHH ¢ 3aKOHOM O 3auiuTe AaHHbIX 1998 roga ', KOTOpPBIN TIpeayCcMaTpUBAET
npaBuiia cOopa U UCTIOIB30BaHUS IEPCOHABHBIX JaHHBIX.

Opnnako crpaxoBast oTpacib Benukoopuranuu ¢ 2001 roma 106poBoIb-
HO BBITIONHSET OTPaHUYHUTEIHLHOE COTJAlIeHUE 00 HCIIOJIb30BAHUU T€HETHYe-
ckoro tectupoBanus. OcHOBHbIe mMosioxkeHuss Konkopnata u mMopaTopusi Ha
TEeHETUKY W CTpaxoBaHHE ACCOIMAIMU OpUTAHCKUX CTPAXOBIIMKOB YyTBEp-
KJAI0T, YTO KJIMEHTHI HE OYAYyT MOJABEPrarbcs KaKoMy-I1u00 JaBIEHUIO, YTOOBI
MPONTU MPOTHOCTUYECKUN TEHETUYECKUN TECT I MOJTYyUYECHUS! CTPAXOBKU WJIU
PacKpBITh JH00bIE TPOrHOCTUYECKHE UM JIUAarHOCTUYECKUE Pe3yNbTaThl reHe-
TUYECKOI0 TE€CTa, MOJIYyYECHHbIE B pAMKaX KJIMHUYECKUX UCCIEAOBAHUIN UM TO-
clie Hayaia JAeWcTBUA Mojuca, Oyab TO X COOCTBEHHBIN TECT WM TECT APYIo-
ro Juna (HanpuMmep, KpOBHOTO pOI[CTBeHHI/IKa)B.

Kak BunuMm, crpanbl, NPUHSIBIIME 3aKOHBI MO OOpbOE C TE€HETUYECKOM
JUCKpUMHHAIUEHN, MPUMEHSIOT Pa3IuYHbIC MOAXObI.

[TepBbIit TOAXO/ CBSA3aH C OrpaHUYEHHUEM CBOOOBI 1OrOBOpa B cdepe
3aHSATOCTH WJIM CTPAaXxOBaHUsl, BBEJEHUEM B 3aKOHOJATEILCTBO O MPaBaX 4YeJo-
BEKa OOIMX 3allpeTOB Ha JUCKPUMHHALIMIO 110 MPU3HAKY T'€HETUYECKUX XapaK-
TEPUCTUK WJIH CO3JaHUEM CIIEHMAIbHBIX MTPABOBBIX HOPM JIJIsl CTPAXOBBIX KOM-
naHui U paboToaarenei.

JIpyroi moaXo/ K peeHHIo MPOo0IeMbl TeHETHYECKON JUCKPUMHUHALIUT
3aKIJII0YAeTCsl B MPUHSATUU KOMIUIEKCHOTO 3aKOHOJATENIbCTBA O KOH(HIIEHIH-
QITBHOCTU JUISl 3aIIUThl TEHETUYECKUX MAHHBIX OT cOOpa, MCIOIB30BAaHUS H
pasrinameHust 6e3 coryiacus COOTBETCTBYIOUIMX CTOPOH, 32 HEKOTOPBIMU HC-
KITFOYEHUSMHU. B HEKOTOPBIX IOPUCAMKITNAX pa3paOdO0TaHbl 3aKOHBI, HAPABJICH-
HbI€ Ha 3aIIUTY IpaB MAllMEHTOB U MPEI0CTaBlIeHuEe UM 0oJiee IUPOKUX IOJ-
HOMOYMH B OTHOIICHWH MX METUIMHCKON MH(OpMaIu, cnocoOOB U CIIydacB
€€ UCIIO0Ib30BaHUSI.

® Department of Communities and Local Government (United Kingdom), Discrimination Law
Review, A Framework for Fairness: Proposals for a Single Equality Bill for Great Britain
[Onexrponnsiit pecype]. URL: https://webarchive.nationalarchives.gov.uk/20120919212654/
http://www.communities.gov.uk/documents/corporate/pdf/325332.pdf

(mata obpamenns: 05.05.2020).

" Data Protection Act 1998 [nexrpornsiii pecype]. URL: http://www.legislation.gov.uk/ ukp-
0a/1998/29/contents (mara oopamenus: 05.05.2020).

¥ Concordat and Moratorium on Genetics and Insurance [Jmextponnsii pecypc]. URL:
https://docplayer.net/19441549-Concordat-and-moratorium-on-genetics-and-insurance.html
(mara obpamenus: 05.05.2020).
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[IpaBo Ha yBa)keHHE YaCTHOU KU3HH MOOYIUIIO 3aKOHOIATEIeH MHOTHUX
CTpaH 3asBUTh, YTO TEHETHYECKHE XaPAKTEPUCTUKH YEIOBEKAa MOTYT OBITH HC-
CJIEIOBaHbI TOJIBKO B MEIULMHCKUX LIEISAX WIN JJIs HAyYHBIX HCCIEI0BaHUN U
TOJIBKO TOCIIE TTOJIYYEHHS €r0 COTJIacusl.

Uckmrouenune cocrasnsier JJHK-unenTudukanus s nenei pacKphITHs
MPECTYIUICHUH WU UACHTU(DUKAIINKE HEOMO3HAHHBIX TPyMoB. [Ipu 3ToM 00beM
cobupaeMoii U XpaHUMOW B 0aHKaX JaHHBIX WH(OpPMAIMK CTPOTO OTrPAHHYCH.
Coxpansitorcst ToabKo JaHHble 0 Tex cerMeHTax JIHK, xoTtopsie mo3BossitoT
MPOBOANTh HICHTHU(PHUKAINIO (TaK Ha3bIBAEMBIM «TE€HETHYECKHI OTIEedaTOK»
YeloBeKa), HO He coiepkaT HHPOPMAIUIO O ero (PU3HOIOTHIECKHX, MOP(hOIIO-
TMYECKHX, HACTIEACTBEHHBIX XapaKTePUCTHKAX.

Crnemyer OTMETHTH, 4TO OOJBIIMHCTBO PAa3BUTHIX CTPAH TapaHTUPYIOT
CcBOOOAY TBOpUYECTBA, HAYKW M HAay4dHBIX HccienoBaHuil. [loaTomMy HekoTOpbIe
YUYEHBIE CUUTAIOT, YTO «CBOOO/Ia HAYYHBIX UCCIIEIOBAHUI BKITIOYAET B ceOs MIPaBO
BBIOOpA HampaBlICHUI MCCIIEIOBAHUI, UX METO/OB, a TAKXKE caMy BO3MO>KHOCTb
IPOBOJUTH UCCIIEIOBAHMUS U CBOOOIHO pacIiopsKaThCs UX pe3yabTaTaMm [6].

Opnako, roBopsi 0 cBOOO/Ie HAYYHBIX UCCIIEIOBaHHI B 00JaCTH TeHEeTH-
KW, MBI TOBOpPUM O CBO0O/IC M3Yy4eHHUs T€HETUYeCcKoil MH(POpMaIlMi, HO HE O
CcB00O/IE €e UCIoIb30BaHus. JIF0ObIe CBOOOABI UMEIOT OTPAaHUYCHHS B CITydasX,
KOTJla OHH TPOTHBOPEYAT OCHOBHBIM TpaBaM HYEJIOBEKAa M MOTYT MPHUBECTH K
JUCKPUMHUHALIMU 110 T€HETHYECKUM MPU3HAKAM.

OTnU4UTENEHON 0COOCHHOCTHIO TEHETHUECKUX JAHHBIX SBJISIETCS TO, YTO
WX BCErJa pa3aeisioT HECKOJIBKO YennoBek, mockoiabky JJHK uenoseka, kak mpa-
BUJIO, TIOCTYIAET HAMOJIOBUHY OT KaXJIOTO M3 €ro OMOJIOTUYECKUX POAUTENCH, 1
OH MMEET BO3MOXKHOCTb Tepe/IaBaTh MOJIOBUHY KaKJIOMY U3 nereil. Uem Onmxe
JOAM B TeHeanorundeckoM npese, TeM ommxke ux JJHK. Korna uenosex obnapy-
YKUBAET T€HETUUECKYIO MPUYMHY 3a00JIeBaHMs, 3Ta HH(OpMAIIHS KacaeTcsl yxKe
HE TOJIKO €r0, He3aBUCUMO OT TOTO, BBI3BAHO 3a00JIEBAHUE €TO MPOUCX 0K ICHH-
€M WIH €ro 3BOJIOUMNA. ['€eHeTHYeCKuid TeCT, MPONACHHBIA YEIOBEKOM, MOMKET
JIaTh YKa3aHUS Ha XapaKTEPUCTHKHU €ro pOAUTENEH, ero IeTel uiu Ipyrux ujie-
HOB €ro ceMbu. B 3TOM ciiydae 3HaHHe reHeTHueckoil nadopmaiu 06 aHoma-
JUH TPEACTaBIsIeT MHTEPEC HE TOJBKO Ui HocuTens rena. HeoOXoammocTh
o0ecrneunTh KOH(PUICHIINATbHOCTD JIMYHBIX JAHHBIX UHIUBHIA BCTYMAET B MpPO-
TUBOPEUYHUE C MHTEPECAMHU WICHOB €r0 CEMbU U UX MPABOM Ha 3aLIUTY 3J0POBBSI.

N3BecTHbIl Oputanckuii commonior Hukomnac Poy3 nemaer BbIBOA, UTO,
Korza 00JIe3Hb pacCMaTPUBAECTCS KaK Pe3yJIbTaT TeHETUYECKOU MepeIauu, «3To
y)Ke He MHAMBUAYaIbHbIN (akT. ['eHeTHueckass WASHTUYHOCTh MHAMBHA Xa-
paktepusyercs [...] ero pacrnonoKeHueM B CUCTEME B3aUMOOTHOIIICHHM, COLIH-

150



M 2 (60) 2020

aTbHBIX M CEMEUHBIX [...] OTHOIIEHUH, KOTOPBIE TIepepadOTaHbl B COOTBETCT-
BUM C T'€HETUYECKOW CETKOW. BOJIE3Hb WIIM COCTOSHHUE 310POBbSI CTAHOBATCS
"cemeitHbIM neoM'» [9, p. 34].

O4eBUHO, YTO MO F€HETUYECKUM JAHHBIM YEJIOBEKA CTAaHOBUTCS BO3-
MO>KHBIM TMOJIYYUTh WH(OPMALIUIO HE TOJIBKO O €ro OJMmKalluX poJCTBEHHU-
Kax, HO U O YJIeHaX ero «OWOJIOTMYECKON CeMbH» B TEUYCHHE HECKOJIBKUX
MPEALIECTBYIOINUX U MOCIEAYIOIMNX MOKOJIEHUN. [ eHeTnyeckne naHHbIE MO-
TYT CIOCOOCTBOBAThH BBISIBJICHUIO HE TOJIHKO 3THUYECKHX KOPHEW, HO U CO3/a-
HUIO (QTHUYECKUX PErHCTPOB» — OMHCAHMS T€HETUYECKUX OCOOEHHOCTEH AT-
HUYECKUX TPYMII.

OTO MOXET MPUBECTH K TOMY, YTO Ha MEPBBIN IJIaH T€HETUYECKUX HCCIIe-
JIOBAaHUHM BBIMIYT CBS3M NPUHAIICKHOCTHU JIOAECH K COOOIIECTBAM WIIU TIOIYJIs-
IUSIM, C KOTOPBIMU OHU UMEIOT OMOJIOTUYECKYIO OIM30CTb, a MOCIIEACTBUS MOTYT
3aKIIF0YAThCS. B TOM, YTOOBI aKIIEHTUPOBATh MPOIIECCHI «IECHHINBUTYATU3AIIID)
Y TIOOUIPSATH UCIOIb30BaHNE METOI0B FT€HETUUECKOTO MPOPHITUPOBAHKS.

Takum 00pa3oM, cerojHsi TeHETUYECKHE WCCIICOBAHMS HE OTpaHUYH-
BAIOTCS TOJIBKO MEIUIIMHCKUMU aClleKTaMU KOHKPETHOTro yenoBeka. C yBepeH-
HOCTBIO MOKHO KOHCTaTHpOBaTh, YTO 3alllUTa T€HOMa HAIpaBJieHA HE TOJBKO
Ha COXPAHEHHUE XU3HH U 3/10POBbsI KOHKPETHOI'O YEJIOBEKA, HO U HAa COXpaHe-
HUE T€HOMa €T0 MOTOMKOB. ['0CynapcTBO, yTBepKIas mpaBa U CBOOOBI YeIo-
BEKa, JIOJDKHO CTPOUTH BCIO CHCTEMY IOCYJApPCTBEHHOI'O YIPABICHUS, UCXOS
U3 OTBETCTBEHHOCTHU 3a CBOIO PonuHy mepen HBIHENIHUM U OyIYIIMMHU MOKO-
JICHUSIMHE °, U paccMaTpuBaTh FT€HOM KaK JIOCTOSIHUE YEJIOBEYECTBA.

Ot0 TeM OoJiee aKTyalabHO, YTO HEKOHTPOJIUPYEMBIH 000POT IreHeTHYe-
CKOM mH(pOpMaIMi MOXKET IMOBJIEYb HEMpPEIBUICHHbIE HETaTUBHBIE MOCIIEICT-
BUSI, B YACTHOCTH, CTaTh PEaJIbHON Yrpo30i B BHJI€ CO3[aHUS HALMOHAIHLHOTO
(3THHYECKOT0) OMOJIOTHYECKOTO OPYKHUS.

Pazsurue ¢ 2002 roga HoBo# renHoi nHxkeHepun CRISPR-Cas9, nony-
YHBILEH HA3BaHUE «TE€HHBIE HOKHUIIBI», CIIOCOOHON 0OHApyKHUBATh, 3aTEM y/ia-
JSITh, EAKTHBUPOBATH, 3aMEHATh WM MOAUDUIIMPOBATH OMPEICICHHYIO YacTh
JIHK u, Takum 00pazom, JIerko U OBICTPO BO3/ICHCTBOBATH HA TEHOM B OIpeEe-
JICHHOM MECTE, HECMOTPSI Ha CBOIO 3(h(peKTUBHOCTH U HU3KYIO CTOMMOCTb, HECET
B ceOe PUCK BBEJCHUS HEXKEIATEIbHBIX MyTallli B JIFOObIE YacTH reHoma [2].

% Koncrurymus Poccuiickoit ®exeparn (IPHHSTA BCCHAPOIHBIM roocoBannem 12.12.1993)
(c yuerom mompaBOK, BHECeHHBIX 3akoHamu P® o mnompaBkax k Koncrurynum PO
o1 30.12.2008 Ne 6-®K3, ot 30.12.2008 Ne 7-®K3, ot 05.02.2014 Ne 2-OK3, ot 21.07.2014
Ne 11-0K3) // Cobpanue 3akoHoaatenscta PO. 2014. Ne 31, cr. 4398.
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OTOT METOH, MPUMEHSEMBIA K 3apOJBIIIEBbIM KJIETKaM WJIH SMOPUOHY
HA paHHUX CTAJMSIX €r0 Pa3BHUTHS, MOKET CTAaTh IIaroM K HOBOW (hopme eBre-
HUKH, U, eCTi OyaeT OECKOHTPOJIBHO UCIOJIB30BATHCS, IPUBECTH K HEOOpaTH-
MBIM U3MEHEHHSIM B TEHOME YeIIOBEKA.

I'eneTnyeckoe TeCTUPOBAHUE CTAHOBUTCS Bce OoJiee NOCTYMHBIM. PocT
o0beMa TeHETHYECKHX HMCCIEAOBAHUN SIBISIETCS PE3YJIbTaTOM 3HAYUTEIHHOTO
CHI)KEHHMSI 3aTpaT U IMO3BOJSIET TOBOPUTH O 3aKJIaJbIBAHUM OCHOB PEajbHOIO
pBIHKA FeHETUYECKUX JaHHBIX. [IepBble 5KOHOMHUYECKHE MOAETH 000poTa O6uo-
JIOTUYECKUX 00pa3lioB U CBA3AHHBIX C HUMHM I€HETHUYECKHUX JaHHBIX YXKe pea-
JN30BaHbI TPAHCHAIMOHALHBIMI KOMITAHUSIMHU.

OpaHuM U3 TNPUMEPOB SABIAETCS OHOTEXHOJOTMYECKass KOMITaHUS
23andMe, koTOpast MPOBOJMUT reHeTH4Yeckre TecThl 3a 99 nonmapos CILA iro-
JUIM, JKENTAOIIMM JIydIlle y3HaTh CBOE TeHeTHuecKoe Haciemue 0. [Ipu sTom
KOMIIAHUS MIPeAiaraeT CBOMM KIIMEHTaM COTJIACUThCS Ha Tepefady uX JaHHBIX
B (hopme, KOTOpasi He UACHTUPUIMPYET UX HAIMPAMYIO, JPYTUM KOMIIAHUSM —
naptHepam 23andMe s ganbHEHIIEr0 MCIONB30BAHUS KAaK B METUITUHCKUX,
TaK U B KOMMEPUYECKUX IIeJIsX.

Calico, nouepnsist kommnanus Google, KOTOpast MILET T'eH «I0JITOJETUSY,
MOoJMKMcana corjaileHue o mapTaepcTse ¢ Ancestry.com st coopa Gonee Mui-
JMOHA POJIOCIIOBHBIX JIEPEBHEB, CBSI3aHHBIX C TEHETHYECKUMHU OOpazmamu 60-
nee 10 mmmmoHoB uenoBek. Kommanus Apple paspaborana TpHIIOKEHUS
HealthKit and ResearchKit mist cOopa reHeTHYeCKUX JaHHBIX

VYuuTeiBas 00IIECTBEHHOE YBJICUYCHHE T'€HETUUECKOW TeHealorueH, 3Th
0OaHKU MOCTOSIHHO 00O0TAaIAI0TCs TeHETUUECKUMU JTAaHHBIMH U, CJIEIOBATEILHO,
CTaHOBATCA Bce Ooisiee YPGEKTUBHBIMU B YCTAHOBJICHUW JIMYHOCTH JIFOACH Ha
ocHose ux JIHK.

B CIIA, ucnionb3yst OTKPBITHIE 1)1 OOIIECTBEHHOCTH OAHKU reHeTHYe-
CKOH T'eHeaJloTHH, MPaBOOXPAHUTEILHBIM OpraHaM yJaloCh YCTAHOBUTH JINY-
HocTh 3HameHutoro Golden State Killer, xoTopsIii coBepmv aBEHAIIATH
yOUHCTB M OKOJIO MATUACCITH W3HacunoBanuii B Kamudopaum B mepuon c
1972 no 1986 roxa. IlepBoHayaibHO CEKBEHHMPOBAIM T'€HOM 3TOr0 CEPUMHOTO
yowuiinpsl 13 oopasuos JIHK, B3ATBIX ¢ MecT ero mpecTyruieHuid. 3aTeM oTIpa-
BWJIM T€HETHYECKUM mpoduis 3Toro yenoBeka B GEDmatch, rae ero cpaBaumm
C MUJUIMOHOM T€HOMOB, COAEpXKAIIuXcs B O0aHKe. DTO CpaBHEHHUE MO3BOJIHIIO

19 Find out what your DNA says about you and your family [Snextpormsiii pecypc]. URL:
https://www.23andme.com/en-int/ (zata o6pamenus: 05.05.2020).

11| es données génétiques: Commission nationale de I'informatique et des libertés (CNIL).
2018. C. 110-112.
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HalTH POJCTBEHHHMKA IOJ03PEBAEMOr0. 3aTeM TIeHealloTHYecKoe HCCleI0Ba-
HHUE TPUBENO K JMYHOCTH IpecTynHuKa — 72-netHero J[xozeda xetimca Jle-
aHJDKeI0, KOTophlil 0611 moaTBepxaeH TectoM JIHK Bo Bpems ero apecra

B nepuog ¢ anpens o asryct 2018 o kpaiiHeil Mepe TprHHAAIATH AeT Obl-
mu packpbITel B CIIIA ¢ momornipo 6aHKOB TEHETUYECKON T€HEeaJornH, KOTOphIE
MPETEHAYIOT Ha TO, YTOOBI CTaTh 00s3aTeIbHBIM HHCTPYMEHTOM PacCIIeIOBAHUSL.

Bmecre ¢ TeM ydeHble BO MHOTMX CTpaHax BBIKa3bIBaIOT 03a00YeH-
HOCTH I10 TIOBOY KOH(DHUIEHITMAITBHOCTH HHPOPMAIINH, COACPKAIICHCS B TeHE-
TUYECKUX OaHKaX JaHHBIX, U JAIbHEUIIET0 WX HCIOJIb30BAHUS B KOMMepYe-
ckux uensix [10].

Hakonern, 3amura reHeTHueckord MHGOPMAIIUU CETOIHS — ATO 3ajaya,
CBsi3aHHas ¢ o0ecreYeHNeM HallMOHAbHON 0€30IacHOCTH TOCYAapCTBa.

Hanuuue y HEKOTOpBIX CTpaH FeHETUYECKOTO OPYKUsl B BUI€ MOAU(U-
LUPOBAaHHBIX T'€HOB, BUPYCOB, aJalTUPOBAHHBIX MOJI ONpPEACIICHHBI T'€HOM,
SBJISICTCSI YTPO30H OMOJIOTHUECKOM Oe30MmacHOCTH rocynapcTBa. Ha 3acenanuu
Cogera no npasam yenoseka [Ipesunent PO B.B. [lytun coolmui, 4To «I10
BCEH CTpaHe HEKHE CUJIbI C HEM3BECTHBIMU IEJIIMU COOMPAIOT HE TOJIBLKO 00pa-
3bI, HO M OHOIOTHYCCKHIl MaTephanl pocCHSH» -. HeKoTOpbIe CICLUAINCTHI
3asiBuIM, 4To oOpasikel JIHK moryr moHamoOuThCs 11 pa3paOOTKH BaKIWH
VITH CO3JIaHHS GHOTOTHYECKOTO OPYKHS =+

CymecTBytronuii mpoOeT B OTHOLIEHUH 3alTUThl TEHETHYEeCKOW nH)OP-
Mallid B POCCUNUCKOM 3aKOHOJIATEIbCTBE MOMbBITAIOTCS YCTPAHUTD, IPUHSB 110-
npaBku B DenepanbHblil 3akoH «O MepcoHaIbHBIX JAHHBIX» B 4acTH 00paboT-
KI GHOMETPHYECKUX [IEPCOHAIBHBIX JAHHBIX

3aKOHOTIPOCKT, MPUHSATHIA B TepBoM uTeHHH 22 okTa0ps 2019 rona,
npeziaraet B 4acth 1 crathu 11 3aKoHa B onpeneneHne OMOMETPHUECKUX Tep-
COHAJIbHBIX JIaHHBIX BKJIIOYUTH CBEJECHUS, XapaKTEpU3YIOUINE TeHETHYECKHe
0coOeHHOCTH uenoBeka. [Ipu 3ToM B 4acTh 2 3TOM CTaThH, TJe NepeUUCIsSIOTCS

2 La généalogie génétique permet de traquer les criminels [Dmexrpommsii pecypc] URL:

https:/mmww.ledevoir.com/societe/science/538830/genealogie-genetique (nata obparuenust: 05.05.2020).
3 Tlyrun: Hexue CHIBI LeICHAIPABICHHO COGMPAIOT GHOMATEPHAN POCCHSH [DIEKTPOHHBIH
pecypc] URL: https://www.ntv.ru/novosti/1946284/ (nata obpamenus: 05.05.2020).

* Kirou K reHeTHueckoMy Koxy: 3adem BoerHbie CIIIA 3akymaroT GHOMATepHAT pOCCHSH

[Omexrponnbiit  pecypc]. URL: https://www.ntv.ru/novosti/1880398/ (mata oGpamieHust:
05.05.2020).
15 3akonompoekt Ne 744029-7 «O BHeceHHH M3MEHEHHH B cTaThio 11 (MegepanbHOro 3aKoHa
"O mepcoHaNbHBIX MAaHHBIX" B 4acTH 0OpaOOTKH OMOMETPHUYECKHX MEPCOHAIBHBIX IaHHBIX)
[Dmexrponnbiit pecypc]. URL: https://sozd.duma.gov.ru/bill/744029-7 (mata oGparmieHus:
05.05.2020).
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ciydan oOpaOOTKM OSTHUX JaHHBIX 0€3 COTJlacusi 4YeJIOBEKa, MOMHUMO YXKe
MUMEIOILETrocs] MEepeyHs CIy4aeB J00aBUTH 00s3aTENbHYIO T'OCYIapCTBEHHYIO
TEHOMHYIO PErHCTPAIHIO.

K coxxanenuio, Takue TOUEUHbIE MOMPABKH, HE MO3BOJIAT 3(PPEeKTUBHO
PELINTh PAaCCMOTPEHHBIC B HACTOSIIECH cTaThe MpobieMbl. Tompko BbIpabOTKa
KOMIIJIEKCHOTO TI0JIX0/1a B MIPAaBOBOM PETYJIMPOBAHUHU I€HETUYECKUX HCCIIEN0-
BaHWH W HCIOJIB30BaHUM T'€HETHYECKOW MH(OPMAINH, BKIIIOYAIOIIErO BBE/IE-
HHUE B 3aKOHOJATENILCTBO O IMPaBax 4YeJIOBEKa OOIIMX 3alpeToB Ha JUCKPHUMHU-
HALMIO TI0 MPU3HAKY T€HETHYECKUX XapaKTEPUCTUK, CO3/IAaHHE CIICIHATbHBIX
IPaBOBBIX HOPM JJISi CTPAaXOBBIX KOMITAHUH U paboTonaTeneil, yCTaHOBIECHUE
JUTSl TEHETUYECKUX JJAHHBIX PEKUMa CTPOTO KOHTPOJIUPYEMOTO HUCTIONIb30BAHUS
MO3BOJIAT 00ECIEYUTh 3aLIUTY MPaB CyObEKTOB '€HETUYECKUX JAaHHBIX U OMO-
0€30MacHOCTh TOCY/IapCTBa.
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The relevance of legal regulation of genetic testing is determined by the fact that
genetic data can be used not only for the good, but also for discrimination against
a person. Aim: To analyze the approaches of different countries to the develop-
ment of legal regulation of genetic testing and the use of genetic data. Methods:
empirical methods of comparison, description, interpretation; theoretical me-
thods of formal and dialectical logic; private scientific methods: comparative le-
gal and the method of interpretation of legal norms. Results: Two approaches are
identified in legal regulation of the use of genetic data. The first approach in-
volves limiting the freedom of contract in the field of employment or insurance,
introducing general prohibitions on human rights discrimination on the grounds
of genetic characteristics or creating special legal rules for insurance companies
and employers. The second approach is to enact comprehensive privacy laws to
protect genetic data from collection, use and disclosure without the consent of
the parties involved. It is concluded that only an integrated approach to legal
regulation of genetic researches and the use of genetic information, including the
introduction of general prohibitions on discrimination on the ground of genetic
characteristics in human rights legislation, the creation of special legal norms for
insurance companies and employers, the establishment of a strictly controlled
regime for genetic data use will ensure the protection of the rights of subjects of
genetic data and the bio-security of the state.
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