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3anper JMCKPMMIHALUI 110 TeHETUYECKNM IIpM3HAKaM
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Ina nurupoBanna: Jannaxas, JInmnt. 2021, «3anper AUCKpUMMHALMA 110 TeHETMYECKUM IIpU3HA-
KaM B 3aKOHOJIaTeIbCTBe U cyze6HoI mpakTuke CoennnenHbIx llITaToB AMepukn». Becmuux Cankm-
Ilemep6ypeckozo ynusepcumema. ITpaso 4: 1095-1108. https://doi.org/10.21638/spbul4.2021.418

B crarbe paccMaTpMBAalOTCS aKTyalbHble IPOOTEMBl AUCKPUMUHALIMKA IO TeHeTUYeCKUM
IIpU3HAKaM, SBJIAIOLMeCs IPSIMBIM CIefCTBMEM UCCIENOBAHUI U PaspaboTOK B oOmacTu
TeHeTUKU 4Ye/loBeKa. BriepBble JaHHDIN BOIIPOC ObUI MONHAT Hay4HbIM coobuectsoMm CIIA
M CTaJl TeMOi1 [e6aTOB ¥ OfHMM M3 HAIPABIEHNII TOCYAAPCTBEHHO-IIPABOBOI ITOMUTHUKIL.
B pesynbrare 6butM paspabOTaHBI M IPUHIATHI MHOTOYVCIEHHBIE 3aKOHOJATEIbHbIE AKTHI
B IITaTax U Ha (efiepalbHOM YPOBHE, HAIIpaB/IeHHbIE Ha 3alIpeT pasITallleHus KOHpNIeH-
LIVIalIbHOJ TeHeTNIecKoil NH(OpMALNM YeTIOBeKa, a TAK)XKe ee HeI[PaBOMEPHOTO JCIIONb30-
BaHMA B cepax 3aHATOCTHU, CTPAXOBAHMA, 00Pa30BAHN, XXIINIHOI U fp. IIpoBeneHHbII
aHa/IN3 3aKOHOJATEIbCTBA 1 cyAeOHOI mpakTuky CIIIA mokasa, 4To IPUHATbIE MePbI BBEJIN
ennHOOOpasHble TPeOOBAHNSI, COITIACHO KOTOPBIM BCS MOJNTHKA B 06/1aCTH TPYHAOYCTpOIt-
CTBa JO/DKHA OCHOBBIBAThCS Ha KBaIM(UKALMM 1 pabOTOCIIOCOOHOCTU COTPY/IHUKOB, a He
Ha [IPe/Io/IaraeMbIX TeHETUYECKIX MM MHbIX aKTOpax, He BAUAMNX Ha 9 HeKTUBHOCTD
ero paboTel B TeKyIuit MOMEHT. TOT XKe ITOAXOJ 3aKOHOMATENs OTPaKeH 1 B 0671aCTH Mey-
IIVIHCKOTO CTPAaXOBaHMA: YCIOBIUSA CTPAXOBbIX IIO/IMCOB YCTAHABIMBAIOTCA BHE 3aBUCUMOCTI
OT FeHeTUYEeCKVX IIPefPacIoNIOKeHHOCTEN! /NI, BBIABIEHHBIX B pe3y/IbTaTe TeHeTUYeCKOo-
rO TeCTHPOBAHWSI, KOTOPOE MPECTAB/IsAeT COOOIL INIIb MATyI0 BEPOSTHOCTD HACTYIUICHISI
3aboneBanus B OypyiieM. Takum 06pasom, 3anperiaeTcs JUCKPYMUHALSA Ha OCHOBE IIPO-
THOCTMYECKON reHeTn4YecKoil nHdopmanun. Heobxonnmo 3amntuth KOHGUAEHIINATbHOCTD
Pe3y/IbTaTOB I€HETNIECKOTO TeCTUPOBAHNS, @ Pe3y/IbTaThl TeCTPOBAHMA He TO/DKHBI pac-
KPbIBAaTbCsI TPETBUM JIMIIAM, B TOM YIC/Ie CTPAXOBBIM KOMITAHMAM MM paboTofaTeIM, 6e3
MH()OPMMUPOBAHHOTO COIIACKS TECTUPYeMOro myua. IIpy 3ToM mpaBoIpUMeHUTeIb BIpaBe
IPUMEHSTH 3aKOHOJATENBCTBO LITATA, €C/IM OHO 00ecIednT iy 6ojiee BBICOKMIT YPOBEHb
3aIIMTHI OT T€HETUYECKOI AMCKPUMMHALMA B KWINIIHON cdepe, B obnactu o6pa3oBaHus
u unoteky, 4eM DefiepaIbHbIN 3aKOH O 3alpeTe AMCKPUMUHAIINY Ha OCHOBE TeHEeTHYECKOI
nudopmanyn (Genetic Information Nondiscrimination Act, GINA).

Kntouesvie cnosa: anTUACKpMMIHALIMOHHOE 3aKOHO/IATENIbCTBO, JUCKPUMMHALIMA 110 TeHe-
TUYECKMM IIpU3HAKAM, IIPOTHOCTMYECKAsA IeHeTHdeckasd MHQopMaid, KoH(UAeHIMaIb-
HOCTb TeHeTNYeCKolt MH(OopMaLuy, IpaBo Ha TATHY YaCTHOI >KU3HIL.
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1. BBenenne

C pasBuTHeM COBPEMEHHOJN T€HETMKM, B YaCTHOCTU CEKBEHVMPOBAHMA T'eHeTHYe-
CKOTO KOJIa 4e/IoBeKa, OJHOI 13 Hanbojiee CIOPHBIX TeM B JebaTax, Kacaloluxcs rocy-
[apCTBEHHO-TIPABOBON ITONMTUKY B OOIACTY TEHETUIECKOTO TeCTUPOBAHMSA, ABIACTCA
mpo6/eMa HEIPaBOMEPHOIO VICIONb30BAHNUS TeHeTHdeckoil mHpopmanum. Passurue
OMOTeXHOMOTNII 0Ka3aso I7o6anbHOe BAMAHNE HA HAYKY M MEAVIIVHY, OTHOBPEMEHHO
060CTpUB 9THYECKNE, SKOHOMIYECKNE I IIPABOBBIE IPOOIeMBI, CBSA3aHHBIE C IUCKPUMU-
Halyeli 110 TeHeTUIEeCKMM TIPU3HAKAM.

HecMmoTpst Ha TO 4TO MEXAYHApOZHO-IIPABOBbIe AKTHI 3aIPEIIAIOT M00YI0 popMy
IVMCKPUMMMHALMY B OTHOIIEHMM 4Ye/IOBEKa IO NPU3HAKY €ro TeéHeTMYECKOrO Hacemys
U paspelaoT UCIO/Ib30BaHNe TeHeTHYeCKUX TECTOB TONIbKO B 1Ie/IAX 3ApaBOOXpaHeHM
VIV HaYYHBIX MCCIEHOBAHMIT', IpO6/IeMa reHeTIYeCKOil fYCKPYMIHALIMI OCTAeTCsT aK-
TyanbHOI. O6 9TOM CBUIETENbCTBYET CAenaHHoe BecHO 2020 r. 3asBieHre MexyHa-
POIHOT 06CepBATOPUY IO TeHEeTUYECKOI AUCKPUMUHALINY, B KOTOPYIO BXOJAT CETh UC-
cilefioBaTesIell M 3aMHTepeCOBAHHbIX /1L U3 6ojee yeM 19 opucaukimii. CormacHo sToMy
3asBJIEHMIO TeHEeTHYeCKas JVICKPYMIHAIVA SABJIAETCA OHOI 13 Hambosmee pacIpocTpa-
HEeHHBIX IP00JIeM, BOSHUKAIOIIUX B Pe3y/IbTaTe UCCIeSOBAHNUII U pa3paboTok B 06/1acTu
reHetuku yenoseka (Joly et al. 2020).

Co BpeMeHeM B OO/IBIINHCTBE Pa3BUTHIX CTPAH JUCKPYMUHALVISA 110 TeHETUIECKIM
IIpM3HaKaM CTajla OTPaHMYMBATHCA W/ 3alIPENIaThCA Ha 3aKOHOZIaTeIbHOM YPOBHE, Off-
HAKO Ipo0JieMa TeHeTUYeCKOil AMCKPUMMHALINY MOTy4YIIa MMUPOKYIO OIIACKY MMEHHO
B CIIIA, rue BrepBble ObUIM IPUMEHEHBI TEXHONIOIUY 10 cekBeHyposanuio [JHK u mac-
COBOMY I'€HEeTHYECKOMY TeCTVPOBAHUIO (CKPUHVHIY ¥ MOHUTOPUHTIY). ITO 3aKOHOMep-
HO IIOBJIEK/IO IIPOBEJEHNE COLMONOTNYIECKIX, MEIULIMHCKIX Vi IIPABOBBIX MICC/IE0BAHMIA,
BCKPBIBIINX MHO>KECTBO IIPOOJIEMHBIX BOIPOCOB, KAaCAIOIIMXCS TOTO, YTO IPUMeHsIeMble
COBpeMeHHbIe OMOTEXHOIOTMY MOTYT HeCT! yIPO3y OCHOBHBIM ITpaBaM 4denoseka. Crep-
CTBUEM CTa/ly pa3paboTKa U IPUHATIE MHOTOYMCIIEHHBIX 3aKOHOAATE/IbHbIX aKTOB KaK
Ha ypOBHe IITATOB, TaK I Ha defepa7bHOM YPOBHE, KOTOpbIe ObIIV HAaIlpaB/IeHbI Ha 3a-
IpeT pasIalleHys KOHQMAEeHINaIbHO TeHe THYeCKOol MH(pOpMaLny 4elloBeKa, a TaKKe
ee HeIlpaBOMEPHOTO JICIIO/Ib30BAHNA B cepax 3aHATOCTH, CTPAXOBaHMA, 00pa3oBaHMA,
JKUNIHON U AP.

B cBA3u ¢ 3TUM 171 BBIABIEHMA IMPOOIeM TeHeTIYeCKOl JUCKPYMUHAIY 3HAYM-
TE/IbHBIII MHTepeC IpeACcTaB/seT U3yueHne 0COOEHHOCTell 3aKOHOMIAaTeIbHOM 1 Cyae6-
Holl nmpaktuku CIIA, HampaBieHHOI Ha 3ampeT AUCKPUMUHALUU IO TeHETUYECKOMY
IIPM3HAKY, a TAK)Ke PACCMOTpPEHNe CYIeCTBEHHOTO BK/Iafla, KOTOPbII BHEC/IO aMepIKaH-

! Cwm., Hamp.: Bceo6iyas exmapanys o reHOMe Ye/loBeKa i [paBax YesoBeka, npunsaras 11.11.1997
Tenepanbroit kKoupepennueir OOH mo Bompocam o6pasoBaHus, HAYKK U KyIbTypsl. Jata obpareHns
18 amperns, 2020. https://www.un.org/ru/documents/decl_conv/declarations/human_genome.shtml; Kon-
BEHIIMA O 3allUTe IIPaB YelOBeKa ¥ YeIOBEYECKOro JOCTOMHCTBA B CBA3U C IIPUMEHEHMEM JJOCTYDKe-
Huit 6monornu u Menuiuub: KonBeHums o mpasax demoseka n 6uomeguuyte (ETS Ne 164), npunstas
04.04.1997 B OBbeno. Jara obpamenns 18 ampens, 2020. https://rm.coe.int/168007d004; JoronHuTeb-
HBIIT TPOTOKON K KOHBEHIMM, KacaloIUiICA TeHeTUYIECKOro TeCTPOBaHMsA B MeanIMHCKIX Henax (CETS
Ne 203), mpursTeiit 27.11.2008 B Crpac6ypre. Jlata obpamenns 18 anpers, 2020. https://rm.coe.int/cets-
203-/16808b1c36; Pekomennanusa Komnrera muanctpos Coseta EBponsr Ne CM/Rec(2016)8 06 o6pador-
Ke TIepCOHA/IbHBIX JAHHBIX, CBA3AHHBIX CO 3J0POBbEM, B IIE/IAX CTPAXOBAHNA, BK/II0YAsA JAHHBIE, IIOTyYeH-
Hble B pe3y/bTaTe FeHeTUYeCKUX TeCTOB, IpuHATad 26.10.2016. [Tata obpamenus 18 ampens, 2020. http://
base.garant.ru/71734454; u mp.
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CKOe Hay4HOe co001ecTBO B 60pbOy 3a PMHATIE aHTUAVCKPUMMHALIVIOHHOTO 3aKOHO-
IaTeIbCTBA.

2. OcHOBHOE ncciaeqoBanmne

2.1. Ienemuueckas OUCKPUMUHAUUS C NO3ULUTE HAYHUHBIX UCCTIE006AHULL
U 10puduUecKoli 00KmpuHboL

V3y4eHne Hay4qHOI UTEPATYPbI MTOKA3a/I0, YTO BIEPBble TEPMUH «T€HETUYeCKas
OUCKpUMUHALVsD» ObUT BBefeH reHeTrKamu Ilomom Bunnmurcom m Mapsuunom Haro-
BulleM emje B 1992 1. B cTaTbe «[IMCKpUMMHALMA KaK C/IefCTBYE [€HeTUYEeCKOro TeCTH-
poBannsa» (Billings et al. 1992, 477). CornacHO CMBICITYy ZaHHOJ CTaTby, TEPMMH «JIUC-
KPUMMHALVsI» O3HAYa/l IpeRybexx/ieHne, HalpaBIeHHOe IPOTHUB YelIOBeKa MU CEMb,
OCHOBaHHO€ MCK/IIOYUTE/IbHO HAa OYEBMUIHOM WM IPEAIONaraéMoM T€HETUYECKOM OT-
KJIOHEHUM OT «HOPMaJIbHOT'O» TeHOTUIIA YesloBeKa. PaHee aHHBIN TePMIUH UCIIONIb30BAJI-
c B HeoIyOMMKoBaHHON pykomucu ot 24.10.1990 oy, HanMeHoBaHMeM «[eHeTnyeckas
IOVICKPMMMHALVA KaK CIIEACTBME T€HETMYECKOr0 CKPMHMHIA» 3a aBTOPCTBOM TOTO JKe
bunnunrca n genoro psana coasropos. Ha gannyio pykonuch ccpinaercd JI. Toctun B pa-
60Te, MOCBAIIEHHOI JUCKPUMMHAILMNA CO CTOPOHBI paboTofaTeseil ¥ CTPaxOBIIMKOB.
B pykonmcu «reHeTM4ecKas IMCKPUMMHALIMA» ONpefienAnach Kak OTKa3 B IIpaBax, Npu-
BIJIETUAX MM BO3MOXKHOCTSIX Ha OCHOBE MH(OpMALNM, IIOTYIeHHON U3 TeHeTUYeCKIX
IVMArHOCTUYECKNX ¥ IPOTHOCTUYeCcKuX TecToB (Gostin 1991, 110).

IIpuBegeHHOe Bblllle OIIpefie/ieHlie TeHeTNYeCKON AMCKPUMMHALINI Y IIpPYMeHeHe
CTPOTUX KpUTepueB 0TOOpa CIydaeB MO3BOININ TOBOPUTD O TOM, YTO TeHeTIYeCKas JIC-
KPVMVHAIIVS CYIIeCTBYET U IPOSIB/ISIETCSI BO MHOTMX COLMA/TbHBIX MHCTUTYTAX, 0COOEH-
HO B OTPAC/IsAX 3APaBOOXPaHEeHMs ¥ CTPaxoBaHus >Ku3HU. CTao O4eBUAHBIM, YTO pabo-
TOJATe/NN IOTY4YMIM BO3SMOKHOCTD PellaTh BOIIPOCHI HaliMa ¥ YBOJIbHEHV A COTPYIHMKOB
B 3aBJMICMMOCTY OT Pe3yNbTaTOB TeHETUYECKMX TECTOB, a MEIUIIMHCKIE CTPAXOBble KOM-
MMaHUM — OTKa3bIBaTh B CTPAXOBAHMM KIMEHTOB, MMEIOIMX Ty VI MHYIO TeHETUYECKYIO
[IPERPACIONOXKEHHOCTD K TSDKeNbIM 3a00meBaHmsAM. TakuM 00pasoM, TeXHOMOInIecKue
TOCTIVKEHUS IPUBEIY K BOSHUKHOBEHMIO NPOOTIeMbl HeNPABOMEPHO20 PACKPLIMUS 2eHe-
muteckoti uHdopmayuy, nomepu KOHPUOEHYUATLHOCU U HAPYUIEHUS NPABaA HeloBeKa
HA HENPUKOCHOBEHHOCMb YACHOL HUSHU.

Yxe ¢ cepenuubl 1990-X TOOB CTa/M IPOBOANUTHCS U AKTUBHO MYONMMKOBATHCS pas-
JIMYHbIE UCCIENOBaHNUA, CBUJETENbCTBYIOIME O NUCKPMMMHALMU II0 T€HETUYECKOMY
npusHaky. Tak, B 1996 . oripoc 917 4en., KOTOpble OBUIN OIIpefieNieHbl B pe3y/IbTare TeHe-
TUYECKOTO TeCTVPOBAHMS KaK IIOfIBEPXKEHHBIE PYICKY Pa3BUTHA FeHeTUYECKOro 3abore-
BaHUs, BBIABI 607mee 200 Yest., CTOTKHYBIIMXCS CO CTYYasMU FeHeTUIeCKON AUCKPUMMU-
Hauyn (Geller 1996, 72). Oty cinydau FUCKpUMIHALY BK/IIOYAIM JYICKPYUMMHALVIO CO
CTOPOHBI CTPAaXOBBIX KOMITaHUI, paboTOfaTeNeil 1 APYTUX OPraHM3alnii, UCIIOIb30BaB-
VX TeHETUIECKYIO nndopmanuio. B 1997 r. AMeprkaHcKasi MEUIIMHCKAs acCOL[MAIS
IpoBesna onpoc okono 900 yen., BXOAAIMX B TPYIITY MOJAEP>KKM JINLL C TEHETUIECKMMU
3a00/IeBaHVsIMY, B Pe3y/IbTaTe 4ero 455 onpalBaeMbIX COOOLIIN, YTO TOABEPTraInuch
TeHeTNYeCKOl JVICKPUMIHALIMA CO CTOPOHBI CIYXK0 CTpaxoBaHuU:A, paboTomaTesneil, Me-
IUIMHCKUX pabOoTHUKOB, KO (Aston 1997). Yausepcutet JIkoHca XONKMHCA IPOBeTT
MCCTeNoBaH s 001eCTBEHHOTO MHEHMS O KOHDUIeHIIMATbHOCTY TeHe TUUeCKOlt MHDOP-

Becmmux CIT6TY. TIpaso. 2021. T. 12. Boin. 4 1097



Maluy, OopOCKB ThIcAYM rpakpaH. Ilo ceuperenpcTBy n-pa K. Xancon, nupexropa LeH-
Tpa 10 TeHETHKE ¥ TOCY/IapCTBEHHON MMONINTUKE YHUBepcuTeTa, B 2002 1. 85 % onpomien-
HBIX He XOTe/I)t, YTOObI paboTORATeNN U CTPaxoBble KOMIIAHNY IMe/IV JOCTYII K X TeHe-
tideckoit nHpopmanuu. K 2004 r. 910 4mcino Bo3pocsno o 92 %, o yeM OHa U cooOmmIa
Ha crymannax B Konrpecce (Hudson 2004, 8).

AMepUKaHIIbl IPEJIOYNTAIN B L[IOM OTKa3bIBaTbCs OT T€HETUYECKOTO TeCTUPO-
BaHMA U3 CTpaxa AUCKPUMMHALNY, JaXKe eCI OOHapy)KeHHas reHeTHdYecKas MyTalus
MOIJIa IOMOYb IIPeJOTBPATUTD IPEKAeBPEMEeHHbIe 3a00/IeBaHNe Y CMEPTbh, YTO HEI'aTVB-
HO BJIMSUIO HA KJIMHMYECKYI0 moMolb. Kak coo611anoch B MEAUIIMHCKUX TyOIMKAIMAX,
IIOTEHLIMa/IbHbIE YYACTHUKY MEAMIMHCKNX VICCIENOBAHUII OTKA3bIBAIUCh OBITh YacThIO
TeHETMYECKUX MCCIIEIOBAHMIT 3 CTPaXa, YTO Pe3Y/IbTaThl X TEHETUYECKOTO TECTA MOTY T
He 0CTaBaTbhCs KOHPUIEHIVIaIbHBIMM; B UTOTe 9TO HAHOCKTIO BPEX 3J0POBBIO ITAI[VIEHTOB
(Hadley et al. 2003, 580). OmaceHus Kacamuch Takxe cepbl UIIOTEYHOTO KPeJUTOBA-
HMA, TaK KaK HaJM4eCTBOBAIa BEPOATHOCTD, YTO UIOTEYHbIE KPEAUTOPDHI NPEANPUMYT
HOIBITKY BBIACHUTD TeHETUYECKYI0 MH(OPMALIMIO ¥ OTKA3aThb B MIIOTEKe JIMI[AM, UMEI0-
LIMM, HallpyIMep, IPefpacioNoXeHHOCTD K 60esHy ApLreiimMepa.

OnyH U3 ApKMX IPUMEPOB AVICKPUMIHALMMN [0 TeHeTYeCKOMY NIPU3HAKY B 00/Ia-
CTU CTPaxOBaHMA — cCiydail, mpousowmenmmnii B 2003 r. ¢ Xaitgy Yunbamc, y KOTOpoii
61 sedunnT anbda-1 anrurpuncuna’. Vis-sa gepunura sToro 6enka T0OAM MOABEP-
JKEHBI TeNIaTUTY, LUPPO3Y, aMPr3eMe 1 XPOHNIECKOI T 0OCTPYKTUBHOI OONIE3HN JIETKNUX.
Korpma YunbsaMc nogana 3asBKy Ha MeIMLIIMHCKOE CTpaxoBaHye B koMnaHuio Humana ot
VIMEHU €€ [BYX 3[JOPOBBIX JieTell, ABIABLINXCA HOCUTEIAMY TOIbKO OfIHONM KOIMMU TeHa
abda-1, M ObUIO 0TKA3aHO B CTPAXOBAaHNUM HA OCHOBAHMM T€HETUYECKUX TeCTOB, XOTS
KaK HOCUTENV HeTV YWIbSMC IPaKTUIeCKU He pUCKoBamy 3abonersb. Hocuremm moryt
TOJIPKO IIepefiaTh 3a00jieBaHMe MOTOMCTBY, IIPY YCIIOBUYU YTO JPYTOil POAUTEIb TaKxKe
OymeT HOCUTeNIeM JaHHO MyTauyn. [JaHHas1 MCTOPYS MOy4MIa OIJIACKY O/arogapsi op-
raHmsanuy «leHeTMIecKnit anbsAHC», KOTOpas Clelaan3MpyeTcs Ha OKa3aHUM IOMOLIN
JIMLIAM C TeHeTMYeCKIMM 3a00meBaHysAMM. TakyM 00pasoM, CTpaxoBble KOMITAHUY CTa/IN
npuberatb K aHAEpPPalTUHTY — METOAY, MCIIO/Nb3yeMOMY /I KlaccuUKaLNUU JIIofieit
B COOTBETCTBUM C IIPEIIONaraeMbIM PUCKOM U OXBaTbIBAIOIIEMY MEAVIIVIHCKIE ICTOPUN
YJIEHOB CEMbM.

C navana 2000-X rOZOB IIOSAB/ISIETCSI MHOXKECTBO ITyO/IMKALIVIAL, IPU3bIBAIOIIX K Pa3-
paboTKe 1 MPUHATHUIO 061IedenepaNTbHOrO 3aKOHOMATEIbCTBA, PETYINPYIOLIETO JAHHYIO
npobnemuyo cohepy. Tak, [I. Max/loxnmuH B 0630pHoit cratbe 2001 ., IOCBAIIEHHO
IIpaBOBOMY aHa/NIN3y BIAMAHMA CEKBEHMPOBaHMUA F€HOMA Y€/IOBEKA Ha IIpaBa 4e/l0BEeKa,
HENPUKOCHOBEHHOCTDb YAaCTHOI >KM3HM U T€HEeTUYECKYI0 AMCKPUMMHALNIO, BbIIBUTAET
P TIOJIO>KEHMIL, KOTOPble HeOOXOIMMO BK/IIOUNUTD B (hefiepabHOe aHTUAVICKPUMIHALIN-
OHHOE 3aKOHOJJaTeNbCTBO /ISl TOTO, YTOOBI 3aIIOTTHUTD CYIIleCTBEHHbIE ITPOOEIIBI B TOCY-
IapCTBEHHOI 1 (efiepaIbHOI 3alUTe 3aHATOCTYU U cTpaxoBaHusA. ITo ero MHeHUIo, 3a-
KOHOJATeNbCTBO O FeHETNYEeCKON JUCKPUMMHALVY JOJDKHO 3alpelaTb paboTofaTensM
Tpe6oBaTh MIN Ja)ke IPOCUTD, YTOObI COTPYAHMKN VIV HMOTEHIMATbHbIE COTPYLHNUKA
IIPOXOAM/IM TeHeTMYeCKOe TeCTUPOBAHNE VTN HPEfOCTAB/I/I paboTOfATeNI0 NaHHYIO
nHdopmannio. PaboropatensiM TakxKe JODKHO OBITh 3aIIPelljeHO MCIIO/Ib30BAHME «TeHe-
TUYECKOI MHPOPMALUI» C LeIbI0 AUCKPYMIHIPOBATh, OTPAaHNYNBATh, KITacCUPUIPO-

2 CRS Report for Congress, March 7, 2007. Jara o6pamenns 18 Hosi6ps, 2021. https://www.
everycrsreport.com/files/20070307_RL33903_d42b162dab89c228a20a6b83167d79¢7¢0e03b03.pdf.
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BaTb pabOTHMKOB WM MCK/IIOYATD JIIOfEN U3 II00BIX BO3MOXHOCTEN TPYLOYCTPOIICTBA.
Kpome Toro, o ero MHeHu10, 3aKOHOHATENIbCTBO HO/DKHO 3alpellaTbh paboTomaTensM
PacKpbIBaTh FeHETMYECKYI0 MHPOPMALINIO O COTPYAHMKAX, ec/u Nofo6Has nHdopmaums
M usBectHa (McLochlin 2001, 638).

JI.M. CnioTTep, KOTOpas Ha IPOT>KEHUY JeCATH JIeT pa3pabaTbiBajia 3aKOHO/IATe Ib-
CTBO IIO NPEeJOTBPALECHNIO OMCKPYMUHALMY HAa OCHOBE IeHEeTHYecKol MHQpopManuy,
IYIIeT O HeOOXOAMMOCTI 3aKOHOJATEIbHOTO 3allpeTa MEAVILIMHCKIM CTPaXOBBIM KOM-
IIaHVSIM MCIIOIb30BaTh FeHeTMYECKYI0 MH(OpMaIyIo, BKI0Yast MHPOPMALIMIO O TeHeTH -
YeCKNX YCIyTax, C Lelbl0 0TKa3a B CTPAXOBaHMI WV KOPPEKTMPOBATh CTABKM CTPAXO-
BBIX BBIIUIAT B 3aBYICUMOCTM OT Pe3y/IbTaTOB I'eHETUYECKMX TeCTUPOBAHMII KIMEHTOB.
CorIacHO ee MCCIeJOBaHNAM, MHOTYIE TTAIIMeHThI OOS/INCh NO/{BEPraThCs MeAVIIVHCKIM
VICCNIeOBaHMAM U3-3a CTpaxa IoTepu crpaxosoro nonuca (Slaughter 2006, 70, 74).

Takum 06pasom, MOAB/IAETCA Lie/blil s MyOMMKALMil B IOPUANIECKUX HAYIHBIX
JKYpHaJIaX, B TOM YMCJIe 32 aBTOPCTBOM CIIELIMATNACTOB IO 6103THKE U IIPaBY, HOCBSIIEH-
HBIX IIpOo0/IeMaM IIPaBOBOTO PETY/INPOBAHNSA TeHETUYECKOI MHPOPMALVM B Pas/INYHbIX
LITATax ¥ HeOOXOAMMOCTY KOMIUIEKCHOTO 3aKOHOZIATe/IbHOTO PellleHNIsI, HAIIPABIEHHOTO
Ha IIpefoTBpalleHe reHeTYecKol auckpuMuHanuy (Suter 2001; Hathaway 2002; Rich,
Ziegler 2005). ViccnenoBareny oTMedanu: HSCMOTPSI Ha TO YTO CY/AbI IBITa/IVCh VICIIONb-
30BaTh pas/MYHbIE IEVICTBYIOLINE 3aKOHBI /11 O0PBOBI C ITOZOOHON AUCKPYMIHALEN,
OBbIJIO OYEBMUIHO, YTO TO He SABJLUIOCH afleKBAaTHBIM chep>KuBaomuM ¢pakropoM. Coot-
BETCTBEHHO, JyI1 60pBOBI € 3TOIT MPOOIEMOlT HapylleHNs IpaB Ye/IoBeKa He0OXOAMMO
IIPYHATD HOBBI CBOJ| 3aKOHOB ¥ HOPMAT/BHBIX aKTOB Ha (efiepaIbHOM YpOBHE, YTOOBI
obecrednTb COOMOIEHNE NHTEPECOB paboTofaTeNel P COXpAaHEHNN Ha JIe)Xalllell 3a-
MNUTHl PAOOTHUKOB OT TeHeTndYecKoit guckpumuHanuu (Quick 2005, 25).

2.2. AHmMuducKpuUMUHAyUOHHOE 3aKOHO0AMEeNbCINB0

Xors B 60/mpIIMHCTBE TAaTOB B Hayasie 2000-X rOfOB y>kKe IPMHUMAINCh aHTUM-
CKPVIMMHAI[VIOHHBIE II0JIOKEHNUA 00 JMCIIONb30BaHNUS IeHeTHYeCKOoil MHPOpMaIuM B 3a-
KOHAX O 3aHATOCTM ¥ O MEAMIMHCKOM CTpaxoBaHuu (B 34 mratax n okpyre Komrymo6us),
Tpe6oBaIOCh NpUHATHE (eflepaTbHOTO 3aKOHA, KOTOPBIiT FAPAHTUPOBAI OBl BCECTOPOH-
HIOIO 3aIIUTY ¥ obecrieun Obl eANHOOOpasye HAIMOHA/IbHOI IIOINTUKY B JAHHOM BO-
npoce. Tak, MHOTOUYNCTIEHHbIE TeHeTIYeCKle 3aKOHBI O HeIONYIeHNN AVCKPUMUHAIINN
B chepe 3aHATOCTM U CTPAXOBAHMA PA3IMYA/INCh II0 CBOEMY OXBATY M ITyOVHe; HaIIpy-
Mep, CTpaxoBble KOMIIaHNM, paboTaomiye 60iee YeM B OHOM IITATe, MCIIBITHIBA/IN 3Ha-
4MTeNbHbIE TPYJHOCTYU IIPM HOIBITKE COOTIOATh pa3sHOOOpasHble 3aKOHBI Pa3/INYHBIX
HITAaTOB.

Haxkonern B 2008 r. mocie MHOXKeCTBa IONBITOK IpuHMUMaeTcsa PeflepanbHbIil 3aKOH
0 3ampeTe AMCKPYMUHALMY Ha OCHOBe TeHeTndeckoil nHopmanym (Genetic Informa-
tion Nondiscrimination Act, GINA)?, koTOpblil TOMTHOCTBIO BCTYmma B cuay B 2009 T.
ITporjecc ero MpUHATHUSA PACTAHYICS O0TIee YeM Ha JieCATb JIeT, ObIIO IIOATOTOB/ICHO CBBI-
nre 30 3aKOHOIIPOEKTOB, IIPEICTAB/IEHHDIX B IIa/IaTy NpeCTaBUTENeN 1 ceHar ¢ 1995 mo
2008 1. (Lefebvre 2015, 16).

* Genetic Information Nondiscrimination Act of 2008. Public Law 110-233 — May 21, 2008. [lara 06-
pamenns 1 MapTa, 2020. https://www.govinfo.gov/content/pkg/PLAW-110publ233/pdf/PLAW-110publ233.
pdf.
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3akoH GINA 6bUT IPOBO3I/IAIIECH NIEPBBIM JOKYMEHTOM O TPKAAHCKIX IIPaBax HO-
Boro Beka®. OH coCTOs 13 ABYX YacTeil: pasy. [ 3ampenian reHeTUYECKYIO AUCKPUMIHA-
VIO B chepe MeUIIMHCKOTO CTpaxoBaHus, a pasg. II — B cdepe Tpynoycrpoiictsa. Tak,
pasz. I sampemraer mpoBaiifepaM MeJUIIMHCKOTO CTPAaXOBaHMSA JMCIIONb30BATh T'eHETH-
4eCcKy10 MHPOPMAINIO /I KOPPEKTUPOBKU CTPAXOBBIX B3HOCOB, TOOABICHVS VTN UC-
K/IIOYeHVIS JTI0fiell U3 TIO/IMCOB /TN OTKa3a B CTPAaXOBOM ITOKPBITHY, a pasp. 11 sanpemaeT
paboTofaTenaM UCIOIb30BATh TaKyl0 MHGOPMAIVIO TPV IPUHATAYN PellleHNii O HaliMe,
IIPOZIBVYKEHUM I10 CTY>K0e 1 T. 11

Vka3aHHBIT 3aKOH He 3alUIAeT JTIOfiell OT TeHeTUYEeCKOI JUCKPUMUHALINN TP ab-
COJIIOTHO TMIOOBIX 00CTOATENbCTBAX, HAIPYMEP He PacIpOCTpaHsIeTCsl Ha CTpaXxOBaHue
Ha C/Iy4ail IJIMTeNbHOTO YXOa MM Ha CTpaXxoBaHMe XU3HM. EcTb MHeHMe, YTO 3TO SAB-
JISI€TCS CNIEAICTBYEM OTPaHNMYEHHOI MTOMUTIYECKON BOMU U T0OOMPOBAHNUA CO CTOPOHBI
MEJVIIHCKIX CTPAaXOBBbIX KOMITAaHWII, HaIIpaBIeHHBIX Ha orpaHudeHue Mep GINA (Suter
2018, 503). Kpome TOr0, O/IOKEHM 3aKOHA He pacIIPOCTPAHAIOTCS Ha yKe IIPOsIBYBILE-
ecst 3ab07eBaHNMe, MIPY KOTOPOM UeTOBEK UCIBITBIBAET CMIITOMBI, IIPOXOUT JIeUeHNe,
JWIM Ha CUTYallMH, KOTZIa eMy Y Ke ITOCTaBjIeH Anaruo3. Kak TompKo reHeTYecKas mpey-
PACIIONOXXEHHOCTD, T.€. BEPOSTHBIN TeHeTU4eCKNII PUCK, ePeXOAUT B IPOSBUBILIEECS
cocrosiHMe (muarHocTupoBaHHOe 3aboneBanne), GINA mpuMmeHsTbCs He MOXeT. B mo-
IOOHBIX CTy4asax mobas ¢efgepanbHas 3alUTa OT AUCKPUMMHALNY IPY MEAVILIVHCKOM
CTpaxOBaHUY WIM AUCKPUMMHALMY NIPYU TPYLOYCTPOJICTBE PEryIupyerTcss 3aKOHOM 00
aMepMKaHI[AX ¢ OTPaHNYEHHBIMI BO3MOXKHOCTAMY 1990 . (Americans with Disabilities
Act, ADA) c monpaskamu ot 2008 1.° ADA sanpemraer pa6oroparesisim TpeboBaTh Me-
OUIIMHCKUX OCMOTPOB MJIU 3aIIPOCOB OTHOCUTETILHO TOTO, IMEET /1M Ye/IOBeK MHBAIN]-
HOCTb, €C/II 3aIPOC WM 9K3aMeH He CBSI3aHBI C PabOTOIl ¥ «He COOTBETCTBYIOT OM3HeC-
HeoOxomumocT» (ADA, Sec. 12112. Discrimination [Section 102]).

Tem He MeHee GINA sawmyaet MHGOPMAIVIO O IPOSBIEHHOM 3a00/IeBaHNM Y YIe-
HOB CeMbI YetoBeKa (HampumMep, ucTopus 60me3Hu B ux cembe). [Ipy 3TOM B HEKOTOPBIX
LITaTaX IPUHATHI 3aKOHbL, BbIXofAI e 3a paMky GINA 1 sanpemiaronye reHeTUIeCKYI0
OMCKPUMMHALIMIO ¥ O7IA JPYTUMX BU/IOB CTPaXOBaHMUA, BKIIOYAs CTPaXOBaHMe XKU3HM,
CTpaxoBaHIe 10 MTHBAIMTHOCTY, Ha CIy4all JINTe/IbHOTO yXona 1 ap. Tak, 22.08.2011 Ka-
mmopHMA IpUHsIA 3aKOH O HeJONYIIeHNN JYUCKPUMIHALMN B 001aCTU TeHeTUIeCKOil
unpopmarnyu B Kamudopuun®, Kotopsiii ete 60/blie paciiupu 3auTy, 4T00bl 3ampe-
TUTDb TeHeTNYeCKYI0 JVICKPUMIHALNIO B CITY)K0aX HEOTIOXKHOM MEAUIIVHCKOI TOMOIIY,
KWINIIHOM cdepe, NIOTEIHOM KPeAUTOBAHMY, 00PA30BAHMY 1 APYIUX MPOrpaMmax,
bUHAHCHPYEMBIX TOCYAPCTBOM.

Eme ogyn npuMep — npuHATHIN B Mae 2011 r. 3akon mtata Oxmaxoma «O 3amnpere
OUCKPUMMHAIINY B chepe 3aHATOCTH, KIUIbSI 11 001[eCTBEHHBIX TOMEI[eHNIT», KOTOPBIT

4 “Genetic discrimination and the Genetic Information Nondiscrimination Act”. American Medical
Association Council on Science and Public Health. 2013. Accessed June 18, 2020. https://www.ama-assn.org/
media/11096/download.

5> Americans with Disabilities Act of 1990. Public Law 101-336 — July 26, 1990. [lata o6patenust
1 mapra, 2020. https://www.govinfo.gov/content/pkg/STATUTE-104/pdf/STATUTE-104-Pg327.pdf.

¢ California Genetic Information Nondiscrimination Act. Senat bill No. 559, August 22, 2011.
Ilata obpamennust 30 mioms, 2020. http://wwwleginfo.ca.gov/pub/1112/bill/sen/sb_05510600/sb_559_
bill_20110906_chaptered.pdf.
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pacIpocTpaHsaeTcs He TOMbKO Ha cdepy 3aHATOCTH, Kak GINA, HO ¥ Ha XWINIIHYIO
chepy’.

3akoH mTaTa M»3H or 29.05.2019 «O pacmupeHuy 3alUThl TeHETMYECKON
vH}popMarnmu»® KacaeTcs TAKMX TUIIOB CTPAXOBAHMS, KAK CTPAXOBaHIe XM3HM, KPEAUT-
HOe CTpaxoBaHMe, CTPAaXOBaHNe NHBAINTHOCTH, IINTEIbHOTO YXO/a, HeCIACTHOTO CITy-
vasi u 7ip., T. e. cep, He oxBaueHHbIX GINA.

B umcre mociegHNX 3aKOHOMATEIbHBIX AKTOB LITATOB, KOTOPbIE BBIXOAAT 33 paM-
K1 (efiepaTbHOTO 3aKOHOZIATeTTbHOTO PETYIMPOBAHIA, MOXXHO Ha3BaTh 3aKOH Dopub
«O reHeTNYeCcKOI MHGOPMALY /LA Lie/leli CTpaXoBaHMsI», MoAnucaHublit 30.06.2020 ry-
6epraropom mmrara’. OH pacHpOCTPaHAETCs Ha 3aLINUTY OT AMCKPUMMHALMY B cdhepe
CTPaxOBAHUA >KU3HY, CTPAXOBAHNA JJOITOCPOYHOTO YXOZIa ¥ YXOJa IO HETPYAOCIOCO06-
HOCTY, YTO He ObUIO IIpegycMoTpeHo 3akoHoM GINA.

B 2017 r. B komuteTsl KoHrpecca 6b1T BHECEH 3aKOHOIIPOEKT O MPOrpaMMax 0350POB-
nenus corpynaukos (Preserving Employee Wellness Programs Act, PEWPA)!, xotopstit,
IO CYTHU, IO3BOJIAT ObI paboTofiaTe/IsIM 0OXOAUTD IIpaBa pabOTHNKA HAa KOHPMIEHLI A Ib-
HOCTD TeHeTI4YecKol MHGOPMaIV, KOT/Ia X 3aIPAIIBA/IN IO BUIOM «O3OPOBUTENb-
HOI1 IporpaMMbl». OfHAKO JaHHBI 3aKOHOIIPOEKT HOfIBEPICsl MHOTOUVIC/IEHHON KPUTHKe
Co cTOpOHBI Oosiee YeM 70 opraHuU3aIuii, BKIoOYas AMepUKaHCKOe 00IeCTBO reHeTUKI
gesoBeka (American Society of Human Genetics, ASHG), 1 Ha JaHHbIII MOMEHT TaK ¥ He
IIpOBefieH dyepes nanary npepcrasuteneil u ceHat (Bilkey, Baynam, Molster 2018).

2.3. Obxcanosanue OUCKPUMUHAUUOHHDIX Oelictnéuti 6 AOMUHUCMPANUG-
HOM nopsioxke

Cory1acHO IIPaBOBOMY PeryIMpOBaHMNIO, XaI00bl O AUCKPUMUHALMY IO TeHeTIde-
CKJM IPU3HAaKaM MOTYT OBITb paspelleHbl He TOIBKO B Cy/ileOHOM, HO ¥ aIMUHICTPATUB-
HOM IIOPSIJIKe, IIOCPEICTBOM aJMMHICTPATUBHOTO IPOM3BOJICTBA, BO30YXK/IEHHOTO YIIO/-
HOMOYEHHBIMJ OpTaHaMU UCIIOTHUTEIbHOI BIacTu. Tak, eciu Mnio peraeT IMOfaTh UCK
O IMCKpUMMHALVN B cpepe TPYHAOyCTPOIiCTBA Ha OCHOBAaHMY (efiepanbHOr0 3aKOHA, eMy
HeoOXOIMMO CHavyasa 00paTUThCA ¢ kano6oii B gpenepanbuyio Komuccuio CIIIA o obe-
CIIeYeHVI0 PaBHBIX BO3MOXKHOCTel B cdepe 3anaroctu (Equal Employment Opportunity
Commission, EEOC), KoTopast 0CylecTB/IsIeT COOTBETCTBYIOIee pacciefoBaHye U Ha-
Jie/ieHa JJI 9TOTO BCeMU HeOOXOAMMbBIMYU IOTHOMOYMAMM. JJaHHAsh KOMUCCHSI CO3/jaHa
eme B 1965 1. B coorBeTCTBUM C pasf. 705 3aKoHA O TPaKAAHCKMX mpaBax'! mis obe-
criedeHus COOMIOfIeHN OJIOKEHWIT O TPYAOYCTPOICTBE, @ 3aTeM PacIPOCTPAHIIA CBOKO

7 Discrimination in employment, housing, and public accommodations. Codification. Bill No. 837.
May, 2011. [Tata o6pammenns 30 wons, 2020. http://webserverl.Isb.state.ok.us/cf_pdf/2011-12%20ENR/SB/
SB837%20ENR.pdf.

8 An Act to Extend Protections for Genetic Information. LD 1314 (HP 949) May, 2019. [lata
o6pamenus 30 mon, 2020. http://www.mainelegislature.org/legis/bills/display_ps.asp?ld=1314&PID=14
56&snum=129.

® Genetic Information for Insurance Purposes, Florida Senate, House Bill No. 1189, 2020. [lara
o6pammenus 30 mrons, 2020. http://laws.flrules.org/2020/159.

10 Preserving Employee Wellness Programs Act. H.R.1313 — 115% Congress 2017-2018. Jara
obpamenns 30 miorns, 2020. https://www.congress.gov/bill/115%-congress/house-bill/1313.

11 Civil Rights Act of 1964. Public Law 88-352-July 2, 1964, as amended in volume 42 of United States
Code, 1981. Jlata obpamenus 30 mrosst, 2020. https://www.govinfo.gov/content/pkg/STATUTE-78/pdf/
STATUTE-78-Pg241.pdf#page=1; https://www.eeoc.gov/statutes/title-vii-civil-rights-act-1964.
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IOPUCAVKIINIO Ha COOIOfieHIe U MHBIX aHTUAMCKPUMIHAIVIOHHBIX 3aKOHOB, B TOM 4IC/Ie
un Ha GINA (GINA, Title II, section [201, 207]).

Bo MHOIrMX mITaTaX eCTb CBOM COOCTBEHHBbIE aHTYAVICKPUMMHAIMOHHBIE 3aKOHBI
U QaHAJIOTMYHbIE aTeHTCTBA, OTBETCTBEHHbIE 33 COOMIOIeH e 3TUX 3aKOHOB, — areHTCTBA
10 4eCTHON Tpaktuke TpymoycrporictBa (Fair Employment Practices Agency, FEPA).
Ecnu xano6a nopaercst B FEPA, To oHa aBTOMaTH4eCcKy IepeHaIpaBisieTcs B Gpenepanb-
nyro Komuccnio CIIIA no obecriedeHno paBHBIX BO3MOXHOCTeil (Hanee — Komuccus),
ec/ HeoOXOMMO IPYMEHNUTD (efiepabHblil 3akoH. COITIACHO MPeIyCMOTPEHHBIM afi-
MyHKcTparuBHbIM mpouenypaM (Civil Rights Act of 1964, Sec. 2000 e-5 [section 706]),
ecmn Kommccnsa mocne Bo3Oy/jeHNA IIPOU3BOACTBA U PACCMOTPEHNA Jiela He MOXKeT
OIpefe/nTb, ObUI /1Y HapyllIeH 3aKOH, VIN eC/IU M0 UCTeYeHNY YCTAaHOBJIEHHOTO CPOKa
HOCJIe OCTYIUIeH M >Kano6sl B KoMuccuio eit He yAaeTcst JOCTUTHYTD TPUEMIEMOTO CO-
IJIAllIeHNs ¢ paboTozaTesieM, TO KOMUCCHS MOYXKET caMa MOJATh TPXXJAHCKMIL VICK B CYL
760 BBICTIATh IOCTPajaBLIEMY JINITY YBeZOM/IEHNeE O TIpaBe Ha Moflady MCKa B CyH (ecmm
JINI0 CaMo 3aIPOCIUIO JaHHOe IpaBo mwin ecu Komuccnsa otkinonnia sxano6y). Iocre
IIOTy4YeHNsI YBEeOM/IEHSI O IIpaBe Ha Mojady McKa y muua ectb 90 gHeil Ha oOpalieHue
B cyz. IIpu o6pamennn B cyn Kommccus obecrnednBaeTt IOCPEICTBOM CBOEI I0puye-
CKOJI CITY>KOBI M IOPUCKOHCY/IbTA IOPUMYECKOe CONPOBOXKIEHNE CyfeOHOro pasbupa-
TenbcTBa. EC/IM 0TBeTYMKOM 110 Kamobe ABJIsAeTCs MPaBUTENIbCTBO, TO KoMuccns nmepe-
JaeT [ieNio TeHepaTbHOMY IIPOKYPOPY, KOTOPBIl MOXKeT HOfIaTh I'PaXKAaHCKUI MCK IIPo-
TUB TaKOTO OTBETYMKA B COOTBeTCTBYIoIMit okpy»xHoit cyx (Civil Rights Act of 1964 Sec.
2000 e-5, 2000 e-6 [section 706, 707]).

B cBsA3uM ¢ paccieoBaHyeM >Kano0bl, BBIIBUHYTOI B COOTBETCTBUM C pasf. 706, Ko-
MICCHISA WIY ee Ha3HAYeHHBIIT IIPEICTaBUTENb B TI0ObIe pa3yMHBbIe CPOKM MMEIOT JOCTYII
K MaTepuajiaM IIPOBEPKIU, U3YUEHMIO Y TONMYy4YeHNIO JOKa3aTe/lbCTB, CBA3aHHBIX C He3a-
KOHHOJI IPAaKTUKOJ TPYLOYCTPOJICTBA M MMEIOIINMX OTHOLIEHNE K pacciefyeMoMy 00-
BuHeHmo (Civil Rights Act of 1964 Sec. 2000 e-8. [section 709]). Konuuectso xanob 3a
2019 1., nofaHHbIX B PenepanbHyo Komuccuto na ocHoBanyu Hapyuenus GINA, cocra-
Buno 209 (Hendricks-Sturrup 2020).

Cnyuyaii ¢ [Tamenoit @MHK cTan OfIHUM U3 IEPBbIX TPOMKHUX IIPABOBBIX CIIOPOB, 110-
nagarouux nop geiictsue GINA B CIIIA nocne npuHATKSA 3TOro 3aKoHa. [Tamena Ounk
clieajla TEHETMYECKNII TeCT, KOTOPBIN IIOKasay ITOJIOKUTEIbHBIN pe3ynbTaT Ha IeH
BRCAZ2, cBA3aHHDIIT C BBICOKUM PMCKOM Pa3sBUTUA paKa MOJIOYHBIX kernes. Ilocme Toro
kak [Tamena coobmuta cBouM paboTOmATeNAM O Pe3y/NIbTaTaX FeHeTIYeCKOTO TeCTUPO-
BaHIIsA, KOMIIAHNA, B KOTOPOIT paboTtana [Tamesnta, BHe3aIIHO CTa/la akTUBHO KPUTUKOBATD
ee paboTy, XOTA ellle HeJAaBHO B OTYETAX KOMIIAHNUM AeATeNbHOCTh PUHK XapaKTepn3o-
BaJjIach Kak «oOpasioBas pabora». B auBape 2010 r. ITamene ®unk cuenamy npodumak-
TUYECKYIO oIlepanuio. Bckope KoMImaHus 00bABMIA O TMKBUALMN JO/DKHOCTH, 3aHN-
Mmaemoit PuHK, 1 yBommia ee. PuHK mopasna xano6sl B KoMuccnio o nmpasaM deoBeka
U BO3MOXKHOCTAM ITaTa KOHHEKTMKYT, a Takxe B ¢enepanbHylo Komuccnio, yTBep-
fiasi, 9TO OHa Obl/Ia yBOJIeHa U3 KoMmaHuy MXenergy 13-3a pe3y/IbTaTOB FeHeTIYeCKOTO
TecTrpoBaHuA. [lo cyne6HOro pasbuparenbCTBa MO CYIIECTBY Jie/I0 He JIOMIO, TaK KakK
BIOC/IEACTBUY MexXly PUHK 1 ee 6bIBIIMM paboTozaTesieM ObIIO JOCTUTHYTO COIJIAILIE-
Hue BO BHecyne6HoM nopsiake (Greenhouse 2010). Tem e menee ¢ npunaTueM GINA cy-
IeOHbIe MICKY, TIOJaHHbIe HA OCHOBAaHMM AVICKPUMMHALIMMA 110 TeHeTUYeCKOMY IIPU3HAKY,
Y4aCTUIIUCD.
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2.4. Cydebnas npakmuxa no 0enam o 2eHemu4ecKkol OUCKPUMUHAYUU

B pesynbrate uccnegoBanys CygeOHOI IPAKTHUKM C IIOMOILBIO CIIPAaBOYHBIX CYeo-
HBIX 6a3 Leagle u Case Text BbIsgABIeHO 0KOjmo 211 cyneGHblx nmen ¢ 2008 mo 2020 r. co
ccpinkoii Ha GINA. 910, ogHaKo, He 03HAYaeT, YTO BCe OHM OBUIM PACCMOTPEHBI 110 CYILje-
CTBY IIO OCHOBAHMAM AUCKPMMMHALMOHHOTO YMbIC/IA, — TIOfIaB/IAINIAA YacTh JaHHBIX
IeJ paspelleHa [0 APYTMM OCHOBaHMAM. TeM He MeHee cyfeOHas IpaKTHKa Ha IPOTsDKe-
HuM 6ortee yeM 10 JIeT JEMOHCTPUPYET, YTO IpelefieHTHOe IpaBo 10 GINA B ocHOBHOM
KacaeTcs TpeOOBaHUII O JUCKPYMUHALIMMK B cepe 3aHATOCTY, BBIIBUHYTHIX B COOTBET-
crBun c¢ pasp. II sakona. @upma Atlas Logistics Group Retail Services crana mepspim
IOPUIECKUM JIUL[OM, TIPUBJIEYEHHBIM K OTBETCTBEHHOCT! B cooTBeTcTBMU ¢ GINA!2,
I[Tocnentee feno 66110 paccmorpero 18.05.2020'°. B cBoeM Tpe6GoBaHmy UCTEL] yTBEPK-
JaJI, YTO OTBETUYVKY «IUCKPUMMHMPOBA/IY €r0, YBOMUB C pabOThI M3-3a TeHETUYECKOII
nH(popMaLuy, CBA3aHHOI C AMATHO30M SIMJICTICUY, UMEIOIIeiCs Y UCTIax.

VccnenoBanne cyne6HOI IIPAaKTUKY IO3BOIsIET BBISIBUTD C/IEAYIOLIE IIPABOBBIE 110-
3UIUM AMEPUKAHCKUX CY/IOB, KacaIOLIMecs CYIeCTBEHHBIX 0COO@HHOCTEN IIPYMeHeHUs
VMU aHTUAVCKPVYMMHALIVIOHHOTO 3aKOHOMIATe/IbCTBA:

— 3aKOH OIIpefiefIsieT «TeHeTNYeCKyo MHQOPMALMIO» KaK: 1) TeHeTU4ecKne TecThl
paboTHUKA; 2) TeHETUYECKME TECTHI YWIEHOB CeMbU PabOTHUKA; 3) MPOSBIEHIE
3a060/IeBaHVIsI WM PACCTPOIICTBA y YIEHOB CeMby paboTHMKa';

— 9TOOBI 3asBUTb UCK O T€HETMYECKON AucKpuMuHanum B pamkax GINA, ucrery
JIOJDKEH 3asBUTD, 4TO: 1) OH ObUI HaeMHBIM PaOOTHUKOM; 2) ObII yBOJIEH WM
JIVILIEH BO3MOXKHOCTY TPYOYCTPOIICTBA; 3) 9TO IPOU3O0ILIO M3-3a MH(DOPMAILI,
IOy 9€HHOIT OT FeHeTUYECKIX TeCTOB MCTHa'>;

— GaxThl, U3TOKEHHBIE B )a/0be, TO/HKHBI 06ecrednBaTh «XOTS OBl MUHUMAITb-
HYIO NOEP)KKY IPaBONOfO0OHOrO MPEAIIONIOKEHNA O TOM, YTO paboTofaTe/b
PYKOBOJCTBOBAJICS VICKPMMMHAIIOHHBIMY HaMepPEeHMsAMM»; CChIIKA JICTIA Ha
GINA, ocHOBaHHas JMIIb Ha «KOCBEHHBIX YTBEP)KAEHMAX, HE COOTBETCTBYET
craHpapry, ycraHonenHomy Twombly and Igbal»!®.

OpHMM 13 M3BEeCTHBIX CYyHeOHbIX pa3duparTenbCcTB Ha OcHOBaHVY HapyieHus GINA
crano geno Dewid Lee v. City of Moraine Fire Dep't'’, paccmorperHoe OKpy>XHBIM CY-
gom CIIA samagaoro ormenenns Oraiio B Jleittone. Paborogareny ssupma JIn — pe-
[apTaMeHT IOXKapHOIT 0XpaHbl MopeiiHa TIOBBICU CBOU TPeOOBaHNA K 3TOPOBBIO CBOUX
paboOTHUKOB, B pe3ynbrare 4ero asup JIu 6bUT BEIHYXK/IEH He TOJIbKO IIPOIITY IIOJTHOE

12 Lowe v. Atlas Logistics Group Retail Services (Atlanta), LLC, 102 E Supp. 3d 1360 (N.D. Ga. 2015).
IlaTa obparmenns 2 uions, 2020. https://www.leagle.com/decision/inadvfdco160219000191.

13 Munnerlyn v. Installed building products, LLC. United States District Court, W.D. Texas, Austin
Division. Case No. 1:20-CV-225-LY. [lata obpamenus 2 nions, 2020. https://www.leagle.com/decision/
infdc020200524666.

14 Grimes-Jenkins v. Consol. Edison Co. of New York, Inc., No. 16-CV-4897, 2017 WL 2258374,
p-29 (S.D.N.Y.May 22, 2017). Jata o6paenns 2 utons, 2020. https://casetext.com/case/grimes-jenkins-
v-consol-edison-co-of-ny-inc.

15 Allen v. Verizon Wireless, No. 12-CV-482, 2013 WL 2467923, p.46, D.Conn. June 6, 2013. Jata
obparrenus 2 uios, 2020. https://casetext.com/case/allen-v-verizon-wireless.

16 Powell v. Lab corporation, United States District Court, p. 20. E. D. New York. No. 17-CV-3632 (JMA)
(GRB), (December 27, 2018). [TaTa o6paurenus 2 mions, 2020. https://casetext.com/case/powell-v-lab-corp.

17" Case No. 3:13-cv-222 (S.D.Ohio Mar. 31, 2015). [lata o6pamenns 2 uwons, 2020. https://casetext.
com/case/lee-v-city-of-moraine-fire-dept-2.
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MeJIUIMHCKOe 00C/IeloBaHye, HO 1 3aIIOJIHUTD 1 NIPEIOCTaBUTh PabOTOMATENI0 aHKETY,
B KOTOPOIT 3a/]aBaJICsI BOIIPOC O CEMETHOM aHaMHe3e ceplevHbIX 3a0omeBanmit. JIu mopan
B CYJ, YTBep)KJas, YTO ero paboToaTe/Ib He3aKOHHO 3aIPOCIII TeHeTUYeCKYI0 NHPOp-
MaIlyIio, CBS3aHHYIO C ICTOPUEIL €T0 CeMbM, ¥ MOT IIOTEHIIVIaJIbHO UCIIOIb30BATh TAHHYIO
nHbOPMALNIO TPOTUB HETO, MCXOMs U3 Yero JIn OTKasajcs OT MCCIefOBaHNUs, pasIia-
IIAMOIEr0 CeMelHyo uctopuio 60mesun. B pesynsrare JIn 61 OTIIPaBIeH B aMUHM-
CTPaTUBHBIIL OTIYCK 6e3 OIIAThI, @ 3aTeM YBOJICH TOPOACKVM YIpaBIAomuM [IaBumom
XMKCOM 10 OOBMHEHNIO B HEIIOJUMHEHNM, CBSI3aHHOM C €r0 OTKa30M BBIIIOTHUTD IPU-
Ka3 0 IPOXOXKIEHNN IIOJTHOTO MeAULIMHCKOro ocMorpa. Cyy yCTaHOBIIL, YTO MH(pOpMa-
LM O CEMENHONM MCTOPUM CEPLEIHO-COCYAVCThIX 3a6071eBaHNII COOTBETCTBYET OJHOMY
U3 YCTAaHOBJICHHBIX 3aKOHOM OIIpefle/IeHNI «TeHeTI4YeCKoll MHPOpMaIn»; KpoMe TOro,
JMICTeL] IIPefOCTaBII JOCTATOYHO (PaKTUIeCKIX IIOfPOOHOCTEl, YTOOBI CYI, 000CHOBAaHHO
CHe/Iaj BBIBOJ, O TOM, YTO OTBETUVK Y4aCTBOBA/I B pa3pabOTKe 1/ peannsalyi mpey-
IIOJIO>KUTENBHO JUCKPUMMHAIVIOHHON HOMUTUKY B cpepe TPyLOyCTpOICTBA, SOIYCKas
AVCKPUMUHALIMIO [IO TeHEeTUYEeCKUM MTPU3HAKaM.

Cyne6OHast IpaKTHKa pasfe/sieT CIyday, CBSI3aHHbIE C PACKPBITHEM T'eHEeTHYeCKON
nHpOpMaLNY ¥ MeSVLIMHCKOI MHGOpMalLueil 06 y>ke NMEIOMUXCA Y LA 3a00/IeBaHM-
ax. B ynomsauytom Bbiie gene Munnerlyn v. Installed building product'® cyn, orkasas
UCTIY B Y/IOBIETBOPEHMN Xa/I00bI, HOCTAHOBWI, YTO CYIIECTBYeT YeTKOE YCTAHOBJICH-
HOe 3aKOHOM pas/inyye MEXAY MeRMIMHCKOM MHQOopMalueil 0 TakoM 3a0oeBaHul,
KaK 3MIIENCKs, U TeHeTHYecKol MHpopMaleil, He3aKOHHO MCIO/Ib3yeMoll paboToza-
teneM. «TOT akT, 4TO y 4e/oBeKa yye IMarHOCTUPOBAHO 3a00JIeBaHNe, PaCCTPOVICTBO
MM TATOMOTMYECKOe COCTOsIHIME, HEe MOYKET CUUTATbCs TeHETUYeCKOoi MHQopMaruei
0 4eroBeke». ITo MHEHMIO Cyfia, UCTeL] He IPebsIBIUI HUKAKUX (HAKTOB VI IPUIMHHO-
CJIeICTBEHHOI CBS3U MEXKJy €TO IMarHo30M 1 JIefiCTBUAMY paboroparens. VicTel muib
II071araeT, YTO ero AMArHO3 «IIVJIETICKS» ITOTEHIIMATbHO MOXKET «COfepKaTh reHeTuyde-
CKYI0 MH(OPMALINIO» U YTO OTBETYMKY 3HAJIV O €r0 IUAarHO3€e 11 O TOM, YTO OH IPUHMMAI
JIeKapCTBa OT SIIVJIEIICUY, OJHAKO, C TOUKM 3PEHUS CYa, 3TO He ABJISETCS LOCTaTOYHBIM
IUIs YAOB/IETBOPEHNA MCKA.

Kpowme roro, cyn nocranosu, uro padoToparens He HapyiaeT GINA nocpencrsom
«JICTIONTb30BAHMS. .. MEAUI[MHCKOM MHGOPMALINM, KOTOPAsi He SIBISIETCS TeHeTUYeCKOi
nHbopManyert o MposBUBLIEMCS 3ab0/IeBaHNMN», faXKe eC/IM 9TO IPOsiBUBIIeecs 3a00-
JIeBaHNe «MMeeT VIM MOXKeT MIMeTb FeHeTUYeCKYIo OCHOBY» (ieno Green v. Whataburger
Rests)™°.

Takum 06pasoM, MbI MOXeM YIOCTOBEPUTDHCS, YTO IPAKTIUKA aMEPUKAHCKNX CY[0B
HaIlpaB/IeHa Ha TO, YTOOBI pellieHNs B 00/IacTy TPYyHZOYCTPONICTBA, a TaKKe ITOIUTHKA
B 00/1aCTH CTPaXOBBIX B3HOCOB OCHOBBIBA/INCH Ha MPOGhecCHOHaTbHbIX HaBbIKAX 1 CIIO-
COOHOCTM JIMIja BBIO/MHATH paboTy Ha HaHHOM arare. Pe3ynbraTsl TECTUPOBAHMS, OT-
paKeHHbIE B T€HETUYECKMX TECTAaX, MMEIOT MPOTHOCTUYECKIIT XapaKTep U He JO/DKHBI
Oparbcsi 3a OCHOBY HU pabOTORATENSIMMU, HY CTPAaXOBBIMI KOMIIAHUSMIU.

18 Case No. 1:20-CV-225-LY, United States District Court, W.D. Texas, Austin Division (May 18,
2020). Jata obpamenus 2 mioHs, 2020. https://casetext.com/case/munnerlyn-v-installed-bldg-prods-lic.

19 LLC, 2018 WL 6252532, p.6 (W.D. Texas. Feb. 22, 2018). [lata o6pautennus 2 uions, 2020. https://
casetext.com/case/munnerlyn-v-installed-bldg-prods-llc.
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3. BeiBOnbI

OnacHOCTb TeHeTUYEeCKON AVCKPUMMHALNY CYLIeCTBYET U IPOSIB/ISETCS BO MHO-
TUX COLMA/IbHBIX MHCTUTYTAX, 0COOEHHO B OTPAC/IAX 3[paBOOXPAHEHNs M CTPAXOBAHMS,
YTO IIOKA3a/IVl MHOXKECTBEHHBIE COL[MOMTOTMYECKIIe, MEIUIITHCKIE 1 IIPABOBbIE MCCIIENO-
BaHMA, npoBefeHHble B CIITA B 1990-2000-x romax. B cBssu ¢ aTum Haspena Heo6x0-
AMMOCTD B IIPAaBOBOM 3aIlpeTe MCIONIb30BAHNMS TeHeTUYEeCKOI MHPOPMALMY B HEME/-
MHCKMX uemsax. CHavama aHTUAVCKPUMIHAIIVOHHbIE MTOTIOKEHMsI 00 MCIIONb30BaHMUs
reHeTN4YecKo nHpopManyy ObUIN IPUHATHL HA YPOBHE LITATOB B 3aKOHAX O 3aHATOCTH
U MEOUIIMHCKOM CTPaxOBaHMN, OHAKO TPeOOBANIOCh IpuHsiTIE 001edefepanbHOTO 3a-
KOHA, KOTOPBII TapaHTUPOBAN Obl eAMHOOOpase HAIIMOHAIBHOI TIOTMTUKY B JAHHOM
Bormpoce. [Tocie MHOXKeCTBa MOMBITOK ObUT IPUHSAT (elepaabHblii 3aKOH O 3ampeTe A1c-
KPYMMHALVM Ha OCHOBe reHeTndeckoit nupopmanym (GINA), obecrieunBLImil efyHble
0a3oBble CTAaHAAPTDI, PaBHYIO0 ITyOMHY 1 OXBAaT B JJaHHOII cpepe ¥ CTABLINII IIEPBBIM
KPYITHBIM 3aKOHOIIPOEKTOM O TPXX/JAHCKIX IIPaBax HOBOTO BEKa.

AHTUIMCKPUMMHALIMOHHOE IIPAaBOBOE PETy/IMPOBaHIe IPeHA3HAYEHO JIs 3aLINThI
LA C TEHETUYECKOIl NpedpacnononeHHocmvio k 3a00/IeBaHIMIO, KOMOpoe Modem npo-
ABUMbCA UNU He nposeumvcsa 6 6yoyuiem. Takum ob6pasom, GINA sampermaer auckpu-
MIHAIMIO HAa OCHOBE IIPOTHOCTUYECKOI IeHeTUYeCKoll nHpOopMaIuy, a He Ha OCHOBE
y>Ke IIPOSBMBIIETOCS COCTOSIHMSA, B TO BpeMs KaK 3aKOH 00 aMepUKaHIIaX ¢ OrpaHNYeH-
HbIMK BO3MOXKHOCTsIMU (ADA) 3ampenjaer JUCKPUMMUHAIIMIO HA OCHOBE IIPOSIBUBIINX-
Csl CUMIITOMOB 0O0JIe3HM, COOTBETCTBYIOIIMX OIpefie/ieHNnio MHBamuaHocT. CynebHas
[IPAKTVKA TaK)Xe YETKO pasfersieT CIyday, CBsI3aHHbIE C HEIIPAaBOMEPHBIM PAaCKPBITVIEM
¥ VICIIO/Ib30BaHVeM TeHeTN49eCKOil MHPOpMALMK 1 MeIUIHCKON MH(OpMaleit 06 yxe
VIMEIOILVIXCST Y /INIIA 3a00/IeBaHISIX.

[TpuHsAThIE 3aKOHOATEIbHbIE MEPHI BBENN 11 €U HbIe 6a30Bble CTAHJAPTHI, COTTIACHO
KOTOPBIM pelIeHNsI O TPYAOYCTPOIICTBE VIV IIPOABIDKEHNN 10 CITY)KOe TO/DKHBI OCHO-
BBIBAaTbCSl Ha KBAIMQUKALMYU U CIIOCOOHOCTY JIMIjA BBIIOMHATD PaboTy, a He Ha Ipel-
[10/1araeMbIX TeHeTUIeCKMX WM MHBIX (paKTopax, He BIVSIOMX Ha 9P PEeKTUBHOCTD €ro
paboThl B TeKyIuit MOMEHT. [Ipyu cTpaXoBaHMM HY>KHO YYUTBIBATb T€KyIllee COCTOSHIE
3I0pOBbsI /TNIIA; PasMep CTABOK 1 CYMMBI CTPAaXOBBIX B3HOCOB He JJO/DKHbBI KOPPEKTIH-
POBaTbCsI, MCXOJis U3 TIPOTHOCTMIECKOI reHeTMIeCcKol nHbopManyy wiu nubopManmnn
0 3ampoce WM TOTTYYEHUN TUIIOM TeHEeTUIECKIX YCIIYT.

HeobxopmuMo 3amuTUTh KOHOUEHIMATbHOCTD Pe3y/IbTaTOB TeHeTUYeCKOTo Te-
cTUpoBaHus. Pe3ynbTaTbl TECTMPOBAHMS He HO/DKHBI PACKPBIBATHCS TPETBUM JIMIIAM
(BKITIOUAs CTPaxOBble KOMITAHUY MM paboTomaTeneri) 6e3 sBHOTO MHPOPMUPOBAHHOTO
COTTIaCKsI TECTUPYEMOTO uIia. Bpaun He JO/KHBI y4aCTBOBATh B T€HETUYECKOM TECTH-
poBaHuu st paboTopareneit MO0 MEIUIIMHCKUX CTPAXOBBIX KOMITAHUIA, YTOOBI TIpef-
CKa3aTb MPeIPACIIONOKEHHOCTD YeToBeKa K 6omesuu. [Ipn oTipaBke MEIUITMHCKUX KapT
B CTPaxOBble KOMIIAHUY HYXXHO MCK/IIOYNUTDb U3 3TUX KAPT Pe3y/IbTaTbl TeHEeTUYEeCKOTO
TECTMPOBAHNSL.

Cyne6Hast IpaKTIKa IeMOHCTPUPYET: /ISl TOTO YTOOBI MCK O TeHeTUYeCKOI AUCKPU-
MUHALMK OBUI PACCMOTPEH IO CYIECTBY, MCTEL] HO/DKEH 3asiBUTh O TOM, YTO Hapyllle-
HII€ ero NIPaB IIPY CTPAXOBAHNUM 30POBbs (Ha TEKYIIMII MOMEHT) U IPUHATIE PelIeHNI
O TPYAOYCTPOIICTBE VIV IIPOABIKEHNN I10 CITy)KOe Ipon3oiim us-3a nadopmaum, mo-
JIyYeHHOJI 13 TeHeTUYEeCKIX TeCTOB UCTLA, MO0 U3 UCTOPUY OOJIe3HN YWIEHOB €r0 CeMbl,
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/60 Ha OCHOBaHMM MHQPOPMAIUK O 3aIpoce VIV IOMYYeHUN JIUIOM TeHeTUIeCKUX
ycyr. PaxThl, M37I0KEHHBIE B Kao0e, JOKHbI 06ecriednBaTh XOTs ObI MUHIMATBHYIO
HOJIeP>KKY IIPaBJOIOJOOHOTO IPEIIONIOKEeHNA O TOM, YTO paboTofaTeNb, b0 CTpa-
XOBILVK PYKOBOZCTBOBAJICS JVICKPYIMVHALVIOHHBIMY HaMePEeHUSIMI.

B 1je7toM Ha jaHHBIT MOMEHT cymiectsyomiee B CIIIA nmpaBoBoe perynnpoBaHue, Kak
denepanbHOE, TaK U Ha YPOBHE LITATOB, CIIOCOOHO 0becreunTh 3G GeKTUBHYIO 3alUTY
FeHeTN4ecKoil MH(OPMALVM OT HEIIPAaBOMEPHOTO 3aBJIafIeHNs U UCIO/Ib30BAHNA, B TOM
qJCIie OT COBEPIIEHNs NMCKPUMMHALVIOHHBIX AeICTBUI, 3aK/TI0YAIOIMXCS M YCTaHOBJIE-
HVM OTPaHMYeHMII 110 IPU3HAKY Ha/IM4MA y JIMLA HACTefCTBEHHBIX 3a00/IeBaHNIT M IHBIX
0COOEHHOCTeN IIpY TIpyieMe Ha paboTy, 3aKII0YEHNI JOTOBOPOB MEAUIIVTHCKOTO CTPaXo-
BaHMsA, KPEAUTHBIX 1 UIIOTEYHBIX JOTOBOPOB 1 [ip. Tak, MpaBoBOe peryImpoBaHue Io-
3BOJIACT IpaKiaHaM 3G GEeKTVBHO 3alIUTUTD CBOY IIpaBa KaK B a[IMIHACTPATUBHOM II0-
pAKe, IOCPeACTBOM AesATeNTbHOCTY (efepanbHoi Komyccnu o paBHbBIM BO3MOXHOCTAM
u MecTHBIM areHTcTBaM FEPA (KOTOpBbIe IIPOBOAAT COOTBETCTBYIOLVIE PACCMOTPEHUS
@100 1 paspeuraoT 66/IbILIYIO YaCTb IeN), TaK U B CyfleOHOM nopsake. [paxaaHcknit McK
B CYJ, MOXKET HOfiaTh YaCTHOE JIMIIO ITOCTIe VICYePIaHMs afiIMIHUCTPATVBHBIX CPEICTB 3a-
muUThI 1 cama KoMuccust 1o paBHBIM BO3MO>KHOCTSAM, KOTOpasi 4epes3 CBOI0 I0PUNYECKYI0
cmyx0y obecrieunBaeT 0PUAIIECKOe COIPOBOXK/EHIE VICKa HA IPOTSDKEHNN CyfeOHOro
pasbuparenpctBa. Kpome TOro, ecim OTBeTUMKOM ABJISAETCS IPAaBUTENbCTBO WU TOCYAAP-
CTBEHHBIE YUPEeX/IeHsI, TO Cy/eOHBIIT UCK T0faeTCsI FeHepaaIbHBIM mpokypopoM CIIIA.

AHTUIMCKPUMMHALMOHHOE 3aKOHOMIATe/IbCTBO VMIMeeT ABYXYPOBHEBBII XapakKTep,
IIPEfOCTAaBIIsAsA 3alIMTy ¥ Ha YPOBHE IITATa, 1 Ha obledenepaTbHOM YPOBHE, YTO 00e-
crieuyBaeT ero a¢¢pekTuBHOCTb. DelepanbHbI 3aKOH He JO/DKEH IPelsATCTBOBATh 3a-
KOHaM ILITaTa, KOTOpble MOI'YT TapaHTHPOBATh 00jIee BBICOKUII YPOBEHb 3aLUThI OT Te-
HeTUYeCKol AuckpuMuHanyuy. HanpyumMep, 0ObIYHO 3aKOHBI, IpUMeHseMble MeCTHBIMU
arenrcrBamu FEPA, aHanornyHel TeM QefepanbHbIM 3aKOHaM, KOTOpbIe IPUMEHIOTCS
EEOC, ofHaKko B HEKOTOPBIX C/Ty4asX areHTCTBA IIPYMEHSIOT MeCTHBIE 3aKOHBI IITATOB,
eC/ JaHHBIE 3aKOHBI obecIieunBaloT 6onee sQpGeKTUBHYIO 3alUTY IpaB pabOTHNKOB,
4yeM (efiepabHbII 3aKOH.
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The article examines current problems of discrimination on the grounds of genetic charac-
teristics. For the first time, this problem was seriously raised by the scientific community in
the USA, becoming a topic of debate and one of the areas of state legal policy. As a result,
numerous laws were drafted and adopted both at the state and federal levels to prohibit disclo-
sure of confidential human genetic information, as well as its misuse in areas of employment,
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insurance, education, housing, etc. The analysis of legislation and judicial practice has shown
that the adopted measures have introduced common basic standards, according to which em-
ployment or promotion decisions should be based on qualifications and a person’s ability to
perform a job, and not on the basis of presumed genetic factors that do not influence the ef-
fectiveness of their work at the current time. Insurance companies should take into account an
individual’s current state of health, and the amount of rates and premiums should not be ad-
justed on the basis of predictive genetic information. Therefore, it is prohibited to discriminate
on the basis of predictive genetic information and not on the basis of a pre-existing condition.
The confidentiality of the results of genetic testing should be protected and the results of test-
ing should not be disclosed to third parties (including insurance companies or employers). At
the same time, federal genetic nondiscrimination law should not interfere with state laws that
provide a higher level of protection against genetic discrimination, for example in housing,
education, mortgages, etc.

Keywords: genetic nondiscrimination law, discrimination on the grounds of genetic character-
istics, predictive genetic information, confidentiality of genetic information, right to privacy.
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