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3amnper JMCKPMMIHALNI II0 TeHeTUYeCKNM IIpU3HaAKaM
B 3aKOHOJATE/TbCTBE 1 CyeOHOI MpaKTIKe
CoepnHennbix llITatoB AMepukn
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Pecrry6nuka Apmenns, 0051, Epesan, yin. O. OmuHa, 123

na putuposanusa: [lamnakan, Jinant. 2021, «3anper JUCKPUMMHALMK [0 F€HETUYECKMM IPU3Ha-
KaM B 3aKOHOJaTeIbCTBe U cyfie6HoI mpakTuke CoennHenHbIx llITaToB AMepukn». Becmuux Cankm-
Ilemepbypeckoeo ynusepcumema. ITpaso 4: 1095-1108. https://doi.org/10.21638/spbu14.2021.418

B crarbe paccMaTpuMBAIOTCS aKTyajbHble NMPOOTEMbl AMCKPUMMHALMU IO T€HETUYECKUM
[IpM3HAKaM, SB/AIOLNECs IPSIMBIM CIeICTBIMEM MCCINOBAHMI ¥ Pa3paboTOK B obmacTu
TeHeTUKU 4YeloBeKa. BriepBble JaHHDINM BOIPOC ObUT MOFHAT Hay4HBIM coobuectBoMm CIITA
M CTal TeMOU [1e6aToB M OFHUM M3 HAIpaBIeHUIl rOCYLapCTBEHHO-IIPABOBOI IOIMTUKIL.
B pesynbrare Obii paspabOTaHbl ¥ NPUHATBL MHOTOYMC/IEHHBIE 3aKOHOJATENbHbIE aKTBI
B LITaTax M Ha ¢efiepa/bHOM YPOBHE, HAIIPaB/IeHHbIe HA 3allpeT pasIyIallleHns KOHPuIeH-
L[Ma/IbHOJ TeHEeTNYeCcKOoil MHPOPMALVM YelOBEKa, a TAaK)XXe ee HePaBOMEPHOTO MCIIO/Ib30-
BaHMA B cepax 3aHATOCTH, CTPAXOBaHMsI, 00Pa3OBAHNS, XIUINIHON 1 fp. IIpoBeneHHbI
aHaJIN3 3aKOHOfaTeNbCTBa 1 cyfebHoit mpakTuky CIIA moxasas, 4To IpUHATbIE MEPBI BBEIN
ennHOOOpasHble TpeOOBaHMA, COIIACHO KOTOPBIM BCs IOJUTYUKA B 0O/ACTH TPYROYCTPOIL-
CTBa JO/DKHA OCHOBBIBATHCS Ha KBa/MuKaumm u paboTocrnocobHOCTH COTPYAHUKOB, a He
Ha IIpefIIoIaraeMplX FeHeTUUEeCKIX MM MHBIX aKTOpax, He BAMAIMX Ha 9P PeKTUBHOCTD
ero paboThl B TEKYINit MOMEHT. TOT )Ke ITOAXOJ 3aKOHOMATENSI OTPaKEH 1 B 007IaCTH Mey-
IIMHCKOTO CTanOBaHI/IHZ yC]IOBI/IH CTanOBbIX IIO/INCOB yCTaHaBHI/IBaIOTCH BHE 3aBUCUMOCTU
OT FeHeTUYEeCKUX IIPefPACIIOIOKeHHOCTEI! TNIA, BBIABIEHHDIX B pe3y/IbTaTe TeHeTUYeCKo-
TO TeCTMPOBAHNA, KOTOpPOe MpefCcTaB/sAeT cOOOI INIIb MaIyI0 BePOATHOCTb HACTYIICHUA
3aboneBanus B OynyuieM. Takum 06pasom, 3anperiaeTcs JUCKPYMUHALIMS Ha OCHOBE IIPO-
THOCTUYECKON reHeTn4deckoit nHdpopmannu. Heo6xoamMo 3auuTuTh KOHPUAEHINANTBHOCTD
Pe3y/IbTaToB IeHeTMYECKOTO TeCTMPOBAHNMSA, @ Pe3y/IbTaThl TECTUPOBAHMSA HE JJOIDKHBI pac-
KprBaTI)CH TpeTbI/IM InnaM, B TOM 4UCJIe CTanOBbIM KOMIIaHUMAM NN pa60T0,[[aTe}IHM, 663
nH(GOPMMPOBAHHOTO COIIACKS TECTUPYeMOro muua. IIpy 3ToM IpaBoIpUMeHUTEb BIIPaBe
IIPUMEHATb 3aKOHOMIATE/IbCTBO IITATA, €C/IM OHO 00ecleYnT Iy Oojiee BBICOKMII YPOBEHD
3aIMTHI OT T€HETUYECKOI AMCKPUMMHALIMN B XXWINIIHON cdepe, B obnactu 06pa3oBaHms
u unotexy, yeM DefrepanbHbIll 3aKOH O 3aIlpeTe AUCKPUMUHALIMY HAa OCHOBE T€HEeTUYECKOl
naopmarun (Genetic Information Nondiscrimination Act, GINA).

Kntouesvle cnosa: anTUAMCKPUMIHAIIIOHHOE 3aKOHOIATe/IbCTBO, JUCKPUMUHAIUA IO TeHe-
TUYECKMM IIpU3HAKAM, IIPOTHOCTUYECKas TeHeTHdecKas MHpopMaius, KoH(UpeHInaIb-
HOCTb FeHeTU4ecKoll MH(GOpMaLny, IpaBo Ha TallHy YaCTHON SKU3HML.

© CaukT-ITeTep6yprckuit TOCyaapCcTBEHHBI yHUBEpCHTeT, 2021

https://doi.org/10.21638/spbu14.2021.418 1095


https://teacode.com/online/udc/34/341.231.14.html
https://teacode.com/online/udc/34/349.2.html
https://teacode.com/online/udc/36/369.2.html
https://teacode.com/online/udc/36/369.06.html

1. BBemenue

C pasBuUTMEM COBpEMEHHOJ T€HeTUKMU, B YACTHOCTU CEKBEHUPOBAHUA TeHeTude-
CKOTO KOJIa 4eloBeKa, OJHOI 13 Hanbosiee CIOPHBIX TeM B JebaTax, Kacalolxcs rocy-
IapCTBEHHO-IIPABOBOJ MOMUTKKM B 00/IACTY TE€HETMYECKOIO TECTUPOBAHUS, SBIIACTCS
npobiemMa HEPaBOMEPHOTO WMCIOIb30BaHMs TeHeTudecKoil nHdopmarm. Passurtue
OMOTeXHOMOTMIT OKa3ajo IobanbHOe BAVMSIHNE Ha HAYKY M MENULMHY, OFHOBPEMEHHO
060CTPUB ITIMIECKIIE, IKOHOMIUYECKIE Y IPABOBBIE TIPOOIEMBI, CBS3aHHBIE C IUCKPUMI-
HaLMell 10 TeHeTUYECKMM IIPU3HAKAM.

HecMoTpst Ha TO 4TO MeXXIyHapOJHO-IIPAaBOBbIE aKThI 3alPelaloT M6y Gopmy
OVICKpMMMHALMY B OTHOLIEHMM 4€I0B€Ka II0 IPM3HAKY €ro IeHEeTHYeCKOrO Hacaeqyus
U paspellaoT UCI0/NIb30BaHNe TeHeTUYeCKIX TeCTOB TOJIbKO B 1Ie/IAX 3[[paBOOXPaHeHNA
VUIM HAYYHBIX MCC/IEOBaHMIT!, Tpo6ieMa reHeTMYeCKOi UCKPUMMHALIUN OCTAETCS aK-
TyanbHOI. O6 9TOM CBUETENbCTBYET CAenaHHoe BecHO 2020 I. 3asBeHre MexyHa-
POZHOIT 06CepBaTOPUY TIO TEHETUIECKON JUCKPUMMHALUY, B KOTOPYIO BXOJSAT CeTh MC-
cilefioBaTerIelt 1 3aMHTePeCOBAHHBIX /UL U3 6ojiee yeM 19 opucankimii. CormacHo sSToMy
3asBJIEHNIO TeHeTHYeCKas NUCKPUMUHALIMSA SIBIISIETCS OFHON U3 Hanboee pacnpocTpa-
HEHHBIX IP06/IeM, BOSHUKAIOIIVX B Pe3y/IbTaTe UCCIeSOBAHMII U pa3paboTOK B 06/1acTu
reHeTuKu denoseka (Joly et al. 2020).

CO BpeMeHeM B 60}IbH_II/IHCTBe pa3BI/ITbIX CTpaH IH/ICKPI/IMI/IH&LU/IH II0 TeHEeTNYEeCKIM
IIpM3HAKaM CTaJIa OTPAaHMYMBATbCSA WM 3alIPEIlaThCA Ha 3aKOHOJaTe/IbHOM YPOBHE, Off-
HaKoO HpO6HeMa TeHeTUYeCKOI ,T_U/ICKPI/IMI/IHaHI/II/I HOHY‘U/UIa HI]/IpOKYIO ornacxy VIMEHHO
B CIIIA, rue BrepBble ObUIM IPUMEHEHBI TEXHONIOTMY 10 cekBeHyposanuio [JHK u mac-
COBOMy I‘eHeTI/I‘IeCKOMy TCCTI/IPOBaHI/IIO (CKpI/IHI/IHI‘y n MOHI/ITOp]/[HI‘y). STO 3aKOHOMep—
HO ITOBJIEKJIO IIPOBEMIEHNIE COLVIOIOIMYECKIX, MEVLITHCKIX V1 IIPaBOBBIX MICCTIEJOBAHNII,
BCKprBH_H/IX MHO>XECTBO HpOéHGMHbIX BOHpOCOB, Kacawumnxcsa Toro, 41o HpI/IMeHHeMbIe
COBpeMeHHbIe OMOTEXHOMIOI MM MOTYT HECTH YIPO3Y OCHOBHBIM ITpaBaM desioBeka. Cresi-
CTBHUEM CTaln pa3pa60T1<a n Hp]/IHHTI/Ie MHOTOYMC/IIEHHBIX 3aKOHOJATE/IbHBIX aKTOB KaK
Ha ypOBHe ILITATOB, TaK U Ha (efiepasbHOM YPOBHE, KOTOPbIe ObIIY HAIIPAaBJIeHbl Ha 3a-
IpeT pasralieHns KOHPUIeHIMaTbHO TeHeTYeCKOIT MHGOPMAIINI YeTOBEKa, a TAKXKe
ee HeIIPaBOMEPHOTO VICIIONb30BaHMs B cdepax 3aHATOCTH, CTPaxoBaHMsl, 00pa3oBaHms,
SKWINILHOM U Ap.

B cBsA3U ¢ 3TMM 151 BBIABIEHUS NPOO/IeM TeHeTUYeCKOI JUCKPUMMHALINY 3HAYN-
TE/IbHBIII MHTEpeC IpeCTaB/sieT U3yueHne 0COOEHHOCTell 3aKOHOMATeIbHOI 1 Cy/e6-
Holl mpaktuku CIIA, HanpapeHHOI Ha 3ampeT OUCKPUMMHALUU 110 T€HETUYECKOMY
IIPU3HAKY, a TAK)K€ paCCMOTPEHME CYLIeCTBEHHOIO BK/Ia/la, KOTOPbII BHECTIO aMEPUKAH-

! Cwm., Hamnp.: Bceo61yas iekmapanys o reHOMe Ye/ioBeKa U [IpaBax 4YeioBeka, npuHsras 11.11.1997
TenepanbHoit koHepeHumeit OOH 1o Bompocam o6pasoBaHysA, HayKu ¥ KyIbTyphl. [laTa oOpaleHus
18 ampess, 2020. https://www.un.org/ru/documents/decl_conv/declarations/human_genome.shtml; Kosn-
BEHLVsI O 3aliuTe IIPaB YeJIOBeKa U YeJIOBEYECKOTO JOCTOMHCTBA B CBS3U C IPMMEHEHMEM HOCTVDKe-
Huit 6ronoruu u Menuiuub: KonBeHuyst o npaBax demoseka n 6uomeguuyae (ETS Ne 164), npunstas
04.04.1997 B OBbego. ata obpamenns 18 ampers, 2020. https://rm.coe.int/168007d004; JomonHuTens-
HbIT IPOTOKO/M K KOHBEHIIMY, Kacalolmiicsi TeHeTMYEeCKOro TeCTUpOBaHus B MeguinHcKux memsix (CETS
Ne 203), mpunsaTbiit 27.11.2008 B Crpac6ypre. [Jara obpammennsa 18 ampers, 2020. https://rm.coe.int/cets-
203-/16808b1c36; Pekomenpanus Komurera munuctpos Cosera EBporst Ne CM/Rec(2016)8 06 06pabot-
Ke TIepCOHA/IbHBIX JJAHHBIX, CBA3aHHBIX CO 3J0POBbEM, B LIe/IIX CTPAXOBAHMs, BK/II0Yasl JaHHbIE, TO/Ty4eH-
Hble B pe3y/bTaTe FeHeTUYeCKUX TeCTOB, IpuHATad 26.10.2016. [Tata obparenus 18 ampens, 2020. http://
base.garant.ru/71734454; u fp.
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CKOe Hay4HOe co001ecTBO B 60pb0y 3a IPMHATIE aHTUAMCKPUMIHALIVIOHHOTO 3aKOHO-
JlaTe/IbCTBA.

2. OcHOBHOE KCCIemOBaHMe

2.1. Tenemuueckas OUCKPUMUHAYUSA € NOZULUTI HAYUHBIX UCCTIE006AHULL
u ropuduuecKkoii 00KMpuHvl

V3sydeHne Hay4yHOI UTEPATypPbl IIOKA3a/I0, YTO BIEPBble TEPMUH «TeHETUYeCKas
OMCKpUMUHALVs» ObUT BBefleH reHeTKamu Ilomom Bumnmurcom m Mapsuuom Haro-
BuueM emie B 1992 1. B craTbe «IMCKpUMMHALMA KaK C/IeICTBYE [€HeTNYeCKOro TeCTH-
posanus» (Billings et al. 1992, 477). CornacHO CMbIC/TYy ZaHHOI CTaTbl, TEPMUH «IUC-
KpYMMHALVSI» O3HAYa/l IpefyOexieHie, HallpaBJIieHHOe IIPOTUB YeloBeKa VJIM CeMbl,
OCHOBAaHHO€ MCK/IIOYUTE/IbHO Ha OYEBUIHOM WM IPEAIIONaraeMoM IeHEeTUYECKOM OT-
KJIOHEHIM OT «<HOPMaJIbHOTO» T€HOTUIIA YeTIoBeKa. PaHee TaHHDII TepMMH UCIIO/Ib30BATI-
cs B HeOoIyO/IMKOBaHHON pykonucu ot 24.10.1990 mop, HanMeHoBaHMeM «[eHeTnyeckas
OVICKPMMMHALUA KaK C/IeICTBME Te€HETHYECKOrO0 CKPMHMHIA» 332 aBTOPCTBOM TOTO Ke
bunnunrca n nemoro psaga coasropos. Ha gannyto pykonuch ccoinaerce JI. Toctun B pa-
60Te, NOCBSAIIEHHOM AVUCKPUMMHALMY CO CTOPOHBI PabOTOfaTesNell ¥ CTPAXOBLIMKOB.
B pyxomnucu «reHeTndecKas JUCKPYMMHALVISA» OIpefe/slach KaK OTKa3 B IIpaBax, Ip-
BIJIETYSX VI BO3MOXKHOCTSIX Ha OCHOBe MH(OPMaLIMY, TOJTYICHHON 13 TeHeTUYeCKIX
IMATHOCTUYECKNX ¥ IPOTHOCTUYeCKuX TecToB (Gostin 1991, 110).

[TpuBeneHHOE BbIllIe ONpefe/ieHNie TeHeTUYEeCKON NUCKPYMUHALUN U TIPUMEHeHNe
CTPOTUX KpUTepUEB 0TOOPA CIIydaeB IO3BOININ TOBOPUTD O TOM, YTO TeHeTUYeCKas JIC-
KPUMMHAIIVS CYILECTBYET U IIPOSBJISIETCS BO MHOTYX COLMA/IbHBIX MHCTUTYTAX, 0COOCH-
HO B OTPAC/IsIX 3APAaBOOXPaHEHMs U CTPaxoBaHus >ku3HM. CTamo O4eBUHBIM, YTO pabo-
TOJaTeNN IOMY4MIV BO3SMOYKHOCTD PelllaTh BOIIPOCHI HaliMa ¥ YBOJIbHEHM I COTPYIHUKOB
B 3aBMICUMOCTH OT Pe3y/IbTaTOB IeHeTUYeCKUX TeCTOB, @ MEAUIIHCKIE CTPaX0OBble KOM-
HMaHUM — OTKA3bIBATh B CTPAXOBAHUM KIMEHTOB, UMEIOLVX TY UM UHYIO T€HETUYECKYIO
IPefPaCIIONOXEHHOCTh K TSDKENMbIM 3ab0meBanmsM. TakuM 06pa3oM, TeXHOMOTMIECKe
TOCTVKEHUS IIPUBEIY K BOSHUKHOBEHMIO HPOOIeMbl HENPABOMEPHO20 PACKPLIMUS 2eHe-
muueckoti uHdopmayuy, nomepu KOHPUOEHUUAILHOCU U HAPYUIEHUS NPABaA HeloseKa
HA HENPUKOCHOBEHHOCHb YACHHOU JHUSHU.

Y>xe ¢ cepegyHbl 1990-X TOf10B CTa/IM IPOBOAUTHCS U AKTUBHO IYO/INKOBATbCS Pas-
JINYHbIE UCCNIENOBaHNUA, CBUJETENbCTBYIOIINME O OUCKPUMMHALUU TI0 T€HETUYECKOMY
npusHaky. Tak, B 1996 . onpoc 917 4er., KOTOpbIe ObIIN OIIpefie/ieHbI B pe3y/IbTaTe reHe-
TUYECKOTO TeCTVPOBAHM KaK IIOfIBEPXKEHHBIE PUCKY Pa3BUTHUA FeHETUYECKOro 3abore-
BaHMsA, BbIABII 60tee 200 4el., CTONKHYBIINXCS CO CTy4asMy TeHeTUYeCKOIl AUCKPUMMU-
Hauyn (Geller 1996, 72). Otu cnydau fUCKPUMMHALY BK/IIOYA/IV JUCKPUMMHALVIO CO
CTOPOHBI CTPAXOBBIX KOMIIAaHMII, paboTOAaTeNell M IPYIUX OpraHU3aLNii, ICIIO/Ib30BaB-
IIMX TeHeTnYecKyo nHpopManyio. B 1997 r. AMepukaHcKas MeIUIIVHCKAsA acCOLalys
IpoBena onpoc okono 900 yesl., BXOAAMMUX B IPYIITY HOAAEPIKKY JIALL C TeHETUIECKUMMA
3a00/IeBaHMAMM, B pe3y/IbTare 4ero 455 onpamyBaeMbIX COOOIVIIN, YTO TOABEPTalicCh
FeHeTUYeCKOll AMCKPUMMHALINU CO CTOPOHBI CIIY>X0 CTpaxoBaHus, paboTopaTeseii, Me-
IOVMLMHCKUX pabOTHUKOB, KON (Aston 1997). YauBepcuret [I)xoHca XONKMHCa IpOBeT
MCCTeNoBaHmsI 001[eCTBEHHOTO MHEHNSI O KOH(MIEHIIMATbHOCTH TeHe TUUeCKOolt nHDOP-
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MaIuy, OIpOCKB ThIcA4YM rpakpaH. Ilo ceuperenvcTBy A-pa K. Xancon, fupexropa 1eH-
Tpa I10 TeHETHKE U TOCYaPCTBEHHOI ONUTUKE yHUBepcuTeTa, B 2002 1. 85 % omnpoien-
HBIX He XOTeJ/Ilt, YTOObI paboTOAaTeNN U CTPaxoBble KOMIIAHNUY MMeIH JOCTYI K X TeHe-
Tideckort nHpopmanyu. K 2004 1. aTo 4ncno Bo3pocno f1o 92 %, o 4eM oHa 1 coobmTa
Ha crymannsax B Konrpecce (Hudson 2004, 8).

AMepMKaHIIbI IPEANOYNTANN B I[€IOM OTKa3bIBAThCA OT T€HETUIECKOTO TECTUPO-
BaHMA U3 CTpaxa AMCKPUMMHALIAY, JaXKe ecIy OOHapy>KeHHas reHeTrdecKas MyTaljs
MOI/Ia TIOMOYb ITPEOTBPATUTD IPeKIeBpeMeHHbIe 3a00/IeBaHNe I CMEPTbh, YTO HeraTyB-
HO BJIMSUIO HA KJIMHMYECKYI0 moMolb. Kak coo611aioch B MEAUIIMHCKUX ITyOIMKALVX,
HOTEHIMa/IbHble YIACTHUKY MEeIMIMHCKIX JMICCTIeJOBAHMII OTKa3bIBa/IUCh OBITh YaCThIO
TeHeTUYECKMX UCCIEJOBAaHMUI U3 CTPaxa, 4YTO Pe3yNbTaThl X T€HETUYECKOTO TECTA MOTYT
He 0CTaBaTbCSA KOHPMIEHIMATbHBIMI; B UTOTE 3TO HAHOCKJIO BPef 3[J0POBBIO MALIMIEHTOB
(Hadley et al. 2003, 580). Onmacenus Kacamuch Takxe cepbl UIOTEYHOTO KPeJUTOBA-
HIA, TaK KaK HaIM4eCTBOBajIa BEPOATHOCTD, YTO UIIOTEYHBIE KPEJUTOPHI NPEJIPUMYT
IHOIBITKM BBISICHUTD TeHeTUYeCKYI0 MH(OPMALVIO 1 OTKA3aTh B UIIOTEKE TMI[AM, NMeI0-
IVIM, HaIIpMMep, MIPefipacIIoNoKeHHOCTD K 60Ie3HN AbIreiiMepa.

OnyH U3 ApPKMUX IIPUMEPOB AVCKPUMIHALINMN 10 TeHeTYeCKOMY NIPU3HAKY B 00/Ia-
CTM CTpaxoBaHUA — cCilydai, mpousomenmuii B 2003 1. ¢ Xangu YUapsAMc, y KOTOpPOIi
661 redunnT anbda-1 antutpuncuua’. Vis3-sa medunura aToro 6enka moan MOABEP-
KEHBI TeIIaTUTY, UPPO3Y, SMPr3eMe ¥ XPOHNIECKOI 0OCTPYKTMBHOI OOTe3HN JTeTKNX.
Korpa YunbsamMc nogana 3asBKy Ha MeIMIMHCKOe CTpaxoBaHNe B KoMnaHuo Humana ot
VIMEHM €€ IBYX 3/I0POBBIX JieTell, ABMABIINXCA HOCUTEAMM TOJIBKO OJHONM KOINMM reHa
azmbda-1, M ObIIO 0TKAa3aHO B CTPAXOBaHMM HA OCHOBAHWM T€HETUYECKIX TeCTOB, XOTS
KaK HOCUTENM JIeTU YUIbAMC IPaKTUYecKy He pucKoBanu 3abonets. Hocurenmn moryr
TOJIPKO IIepefjaTh 3a00jieBaHMe OTOMCTBY, IIPY YCIOBUY YTO [IPYTOl POAMUTENb TaKXkKe
OyzeT HoCUTeNIeM NaHHOI MyTalun. [JaHHas NCTOPMA HOMy4MIa OIacKy 6aroygaps op-
raHmsanyy «leHeTM4eCKuIl absSHC», KOTOpas CHelMaa3upyeTcsa Ha OKa3aHUM IIOMOIIN
JIMIIaM C TeHeTYeCKUMM 3a60meBaHNAMN. TakuM 06pa3oM, CTpaxoBble KOMITAHWUM CTAJIN
npuberatb K aHAEpPPaiTUHTY — METOAY, VICIOIb3YyeMOMY A/ KIacCupUKaLuy TIofeit
B COOTBETCTBUIY C IIPEIIONAraeMbIM PYICKOM M OXBaThIBAIOLEMY MEIULIMHCKIE UCTOPUN
YJIEHOB CEMbM.

C Havasa 2000-X rofi0B HOSAB/IAETCSA MHOXXECTBO ITyO/IMKAL I, IPU3BIBAIOIINX K Pas-
paboTke 1 IpUHATHUIO 061IedeepanTbHOrO 3aKOHO/ATEIbCTBA, PETY/IUPYIOLIETO JAHHYIO
npobnemuywo chepy. Tak, [I. Mak/Ioxnuu B 0630pHOI ctatbe 2001 T., TMOCBSIEHHOI
IIPaBOBOMY aHa/IN3y BIMAHMA CEKBEHMPOBAHMA I€HOMA 4Ye/I0BEKAa Ha IIpaBa 4Ye/I0BEKa,
HENPUMKOCHOBEHHOCTDb YacCTHOM >KM3HM ¥ F€HETMYECKYIO NVICKPVMMMHAIVIO, BBIIBUTAET
P TIOJIO>KEHMIA, KOTOPbIe HeOOXOMMO BK/IIOUNUTD B (pefiepabHOe aHTU/VICKPUMIHALIN-
OHHOE 3aKOHOJ]aTeIbCTBO /ISl TOTO, YTOOBI 3aIIOTHUTD CYILeCTBEHHbIE TPOOEIIBI B TOCY-
[apCTBEHHOI 1 (pefiepaIbHOI 3aluTe 3aHATOCTU U cTpaxoBaHus. ITo ero MHeHUIO, 3a-
KOHOJIaTeTIbCTBO O TE€HeTNYeCKOIl JUCKPYMIHAIIVIM IO/DKHO 3aIlpelaTb paboTogaTenam
Tpe6oBaTh MM JaXke IPOCUTD, YTOObI COTPYAHMUKN VIV IOTEHIIMATbHbIE COTPYAHNUKA
IPOXOIWIN TeHeTNYecKoe TeCTVPOBaHMe VM IPefOCTaB/IAIN PaboTOATeN0 TaHHYIO
uHpopmanuo. PaboToparensMm Takxe TO/DKHO OBITH 3aIIpelleHO UCIIOIb30BaHMe «TeHe-
THYECKON MHPOPMALINN» C LIe/bI0 AVCKPUMIHIPOBATD, OTPAaHNYMBATD, KITaCCUPUIIPO-

2 CRS Report for Congress, March 7, 2007. Jlara o6pawennus 18 Host6ps, 2021. https://www.
everycrsreport.com/files/20070307_RL33903_d42b162dab89¢228a20a6b83167d79e7e¢0e03b03.pdf.
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BaTb PabOTHUKOB MM UCK/IIOUATh JIIOfiell 13 TII0ObIX BOZMOXKHOCTEN TPYAOYCTPOICTBA.
Kpome Toro, 1mo ero MHeHMIO, 3aKOHOZIATeIbCTBO JIO/DKHO 3allpeliaTb paboTomaTeniM
PacKpbIBaTh FeHETUYECKYI0 MHPOPMAIINIO O COTPYAHMKAX, eC/u Nof00Has nHdpopmanns
uM usBectHa (McLochlin 2001, 638).

JI.M. CnoTTep, KOTOpasi Ha IPOTSDKEHNUM eCATH JIeT pa3pabaTbiBajia 3aKOHOMATe Ib-
CTBO IIO NIPEJOTBPAILICHNIO JUCKPYMUHAINY HA OCHOBE TeHeTHYeCKOl MHGOpMALUM,
HMIIET O HeOOXOAMMOCTY 3aKOHOATE/IBHOTO 3alpeTa MeAMIMHCKIM CTPAXOBBIM KOM-
IAHNUAM UCIO/MTb30BATh TeHETNYECKY0 NHPOPMAIINIO, BKIII0YasA MHPOPMAIINIO O TeHeTH -
YeCKMX YC/Iyrax, C 1Ie/Ibl0 OTKa3a B CTPAXOBAHUM VI KOPPEKTUPOBATh CTaBKIU CTPAXO-
BBIX BBIIUIAT B 3aBUCUMOCTU OT Pe3YIbTaTOB TeHEeTUYECKNX TeCTMPOBAHUII KIVEHTOB.
CorIacHoO ee MCCIeJOBAaHNSIM, MHOTYIE TIAIMeHTBI OOS/IICh OfIBEPraThCsl MEUIMHCKIM
MICCTIeIOBAHMAM 13-3a CTpaxa noTepu cTpaxosoro nomuca (Slaughter 2006, 70, 74).

TakyuMm 06pasom, MOAB/IAETCA Lie/Iblil sy MyO/MMKauuii B OPUANIECKUX HAYIHBIX
XKYpPHaJIaX, B TOM 4JC/Ie 32 aBTOPCTBOM CIIEIM/INCTOB IO OM03THKE U IIPABY, IIOCBAIIEH-
HBIX IIpo0/IeMaM IIPaBOBOTO PETyINPOBAHNUSA TeHETUYECKOI MH(POPMALIVM B Pas/INuHbIX
IITaTaX ¥ HeOOXOAMMOCTY KOMIIIEKCHOTO 3aKOHO/ATe/IbHOTO PellleHIIsA, HallpaBJIeHHOTO
Ha TIpefoTBpallleH1e reHeTYecKo auckpumuHanuy (Suter 2001; Hathaway 2002; Rich,
Ziegler 2005). ViccmenoBareny oTMedanu: HECMOTPSI Ha TO YTO CY/bI IBITA/INCh MCIIONb-
30BaTh pas/MYHbIE IEVICTBYIOLINE 3aKOHBI /s 60PBOBI C IOJOOHON AUCKPYMUHALEN,
OBIIO OYEBMIHO, YTO TO HE ABJIANOCDH afleKBaTHBIM cfiep>kuBaromuM ¢akropom. Coort-
BETCTBEHHO, /11 60PbObI C 9TOI MPO6/IeMOil HapyIlIeHNUs IIpaB YeJloBeKa HeoOXOAUMO
IPUHATD HOBBIN CBOJ| 3aKOHOB 11 HOPMATVBHBIX aKTOB Ha (eflepabHOM yPOBHE, YTOOBI
obecreunTh COOIOfIEHIIe MHTEPECOB paboToIaTeNell Py COXPAHEHNN HaJIeXKaIel 3a-
IMTH paOOTHUKOB OT reHeTH4YecKoi auckpuMmHanym (Quick 2005, 25).

2.2. AHMUOUCKPUMUHAYUOHHOE 3AKOHO0AMENTbCE0

Xors B 60/MBIIMHCTBE WTAaTOB B Hayasie 2000-X rOJOB y>Ke IPUHUMAINCh aHTUM-
CKPUMMHALMOHHBIE IIOJIOKEHUA 00 UCIIONb30BaHNUsA TeHeTHYeCKOoil MHPOpMaLuy B 3a-
KOHAX 0 3aHATOCTM ¥ O MeAMIMHCKOM CcTpaxoBaHuu (B 34 mratax u okpyre Komrymo6us),
Tpe6oBanoCch NpuHATHE PelepaTbHOrO 3aKOHA, KOTOPBII IApaHTUPOBAI Obl BCECTOPOH-
HIOIO 3aIIUTY ¥ obecrieun Obl eAMHOOOpasye HAIMOHA/IBHOI IOJIUTYKY B JAHHOM BO-
mpoce. Tak, MHOTOYNC/IEHHBIE TeHeTUYeCKIe 3aKOHBI O He[OMYIeHNN AVICKPUMIHALIVIN
B cepe 3aHATOCTU ¥ CTPAXOBAHMUSA PA3INYAINCh IO CBOEMY OXBATy U ITyOMHe; Hallpu-
Mep, CTpaxoBble KOMIIaHNM, paboTaloniye 6ojee YeM B OHOM IITaTe, MCIBITHIBA/IN 3Ha-
YNTeNbHbIE TPYJHOCTYU IIPM HOIBITKE COOIOfATh pa3HOOOpas3Hble 3aKOHBI Pa3INMYHBIX
HITaTOB.

Haxkonery B 2008 1. mocie MHO>KeCTBa IONBITOK NpuHuUMaeTcsa DefiepanbHblil 3aKOH
0 3ampeTe JVICKPYMMHALVM Ha OCHOBe reHeTndeckoil nHdopmanyn (Genetic Informa-
tion Nondiscrimination Act, GINA)®, KOTOpBbIil HOTHOCTBIO BCTYINI B ¢ty B 2009 T.
ITporjecc ero mpUHATHUSA PACTAHY/ICS O0JIee YeM Ha [eCSTb JIeT, ObIIO IIOATOTOB/IEHO CBBI-
e 30 3aKOHOIIPOEKTOB, NPeACTAB/IeHHbIX B Ia/IaTy NpeficTaBUTeNel 1 ceHar ¢ 1995 mo
2008 1. (Lefebvre 2015, 16).

3 Genetic Information Nondiscrimination Act of 2008. Public Law 110-233 — May 21, 2008. [lara 06-
pamenus 1 mapra, 2020. https://www.govinfo.gov/content/pkg/PLAW-110publ233/pdf/PLAW-110publ233.
pdf.
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3akoH GINA 6bU1 IPOBO3IIAIIEH NIEPBBIM JOKYMEHTOM O TPXKAAHCKIX IIPaBax HO-
Boro Beka®, OH coCTOsI M3 ABYX YacTeil: pasp. [ 3ampenian reHeTHYECKYIO AMCKPUMIHA-
111110 B cepe MeAULIMHCKOTO CTpaxoBanus, a pasfi. II — B chepe Tpynoycrpoiictsa. Tak,
pasz. I sanpemraer npoBaiifepaM MeSUIIMHCKOTO CTPAaXOBAaHMSA MCIIONb30BaTh T€HETH-
4ecKy10 MHPOPMAINIO /I KOPPEKTUPOBKU CTPAXOBBIX B3HOCOB, HOOABICHNS MU UC-
K/IIOYEHMA TI0fiel U3 TIO/IMCOB WM OTKa3a B CTPaXOBOM IIOKPBITHUY, a pasf,. I sanperiaer
paboTofaTensaM UCIOIb30BATh TAKY0 MHGOPMAIVIO IIPY IPUHATAN PellleHnii 0 HaliMe,
IPOABYDKEHNM TI0 CITy>K0e U T. 1.

YKasaHHBIII 3aKOH He 3alIMINAET JIIfieil OT TeHeTUIeCKOIl AUCKPUMIHALIMMA TIpK a6-
COTIIOTHO JTIOOBIX 0OCTOATENbCTBAX, HAIIPUMEP He PAacIpOCTpaHAETCA Ha CTPAXOBaHNe
Ha CJIydail IJIMTeNbHOTO YXOa MM Ha CTpaxoBaHMe Xu3HMU. ECTb MHeHMe, 4TO 3TO AB-
JA€TCA CNeACTBYEM OTPaHNYEHHOI MONMUTIYECKON BOMM U T0O0MPOBAHNA CO CTOPOHBI
MEUIIMHCKIX CTPaXOBBbIX KOMITaHMIA, HAIIPaBIeHHBIX Ha orpaHudeHue Mep GINA (Suter
2018, 503). Kpome TOr0, MOMOKEHMSI 3aKOHA He pacIIPOCTPAHSIOTCS Ha yKe IIPOsIBYUBILIE-
ecsi 3a60/eBaHe, IPY KOTOPOM 4YeTOBEK MCIIBITBIBAET CUMIITOMBI, IIPOXOAUT JIeYeHNe,
WIN Ha CUTYaIuy, KOIZla eMy Y>Ke ITOCTaBJIeH inarHo3s. Kak TombKo reHeTHYeCcKas Mpef-
PacIIONIOKEHHOCTD, T.€. BEPOATHBIN T'eHeTHYeCKUIl PUCK, IepeXONUT B MPOSABUBIIeECs
cocTosiHMe (AMarHoctupoBaHHoe 3aboneBanue), GINA mpuMeHsTbCs He MOXKeT. B 1mo-
HOOHBIX CTy4asx mobas degepanbHas 3aluTa OT AMCKPUMMHALNY IPU MEUIIVHCKOM
CTPaxOBAHUM WIN AVCKPUMMHALINY NIPU TPYAOYCTPONICTBE PEryamMpyeTca 3aKOHOM 00
aMepMKaHI[aX ¢ OTPaHNYEHHBIMM BO3MOXKHOCTAMY 1990 . (Americans with Disabilities
Act, ADA) ¢ nonpaBkamn ot 2008 r.° ADA 3anpemaer paGoroparensim TpeboBaTh Me-
IMIMHCKMX OCMOTPOB M/IM 3aIIPOCOB OTHOCUTE/NIbHO TOTO, MMeeT /1M YeloBeK MHBAJIN-
HOCTD, €C/IN 3aIIPOC MM 9K3aMeH He CBA3aHBI C pabOTOl I «He COOTBETCTBYIOT OM3HeC-
HeobxoguMocTi» (ADA, Sec. 12112. Discrimination [Section 102]).

Tem He menee GINA samuinaer nHGOpPMALNIO O IPOABIEHHOM 3a00/IEBAaHNN Y YJle-
HOB CeMbI Ye/IoBeKa (Harpumep, UCTOpusi 60/Ie3HN B X ceMbe). IIpy 9TOM B HEKOTOPBIX
IITaTaX IPMHATHI 3aKOHBI, BhIXoAAmMe 3a paMKu GINA u sanpemraole reHeTMYECKYIO
OMCKPUMMHALMIO ¥ OJIA JPYTUMX BUIOB CTPAaXOBaHM:A, BK/IIOYAas CTpaxXOBaHMe >KU3HM,
CTpaxoBaHUe I10 MHBAIMIHOCTH, Ha CIy4all JyIMTeNbHOro yxoza u ap. Tak, 22.08.2011 Ka-
mnopHMA pUHsIA 3aKOH O HeJOINyIIeHNN JUCKPUMIHALIMN B 00/IaCTU TeHeTUIeCKOil
undpopmarmy B Kanudopunu, KoTopsiii eie 60/blie pacimpy 3a1uTy, 4To6bl 3ampe-
TUTDb TeHEeTNYECKYI0 JYCKPUMIHALINIO B CTY)0aX HEOTTIOXKHOI MEIMUIITHCKON TOMOIIY,
KVWIMIHOM cdepe, NTOTEYHOM KPeAUTOBaHMY, 00PA3OBaHUN M APYTUX IPOrpaMMaXx,
¢bUHAHCUPYEMBIX TOCYAPCTBOM.

Eme ogyun npuMep — npunHATHI B Mae 2011 1. 3akon mTarta Okmaxoma «O sampeTe
AUCKPUMMHALVMK B cepe 3aHATOCTH, SKUIbsS ¥ 001LeCTBEHHBIX TOMEIIeHNIT», KOTOPbI

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 o6paienust
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.
Jara o6bpamenna 30 wons, 2020. http://www.leginfo.ca.gov/pub/1112/bill/sen/sb_05510600/sb_559_
bill_20110906_chaptered.pdf.
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pacIpocTpaHsaeTcs He TONbKO Ha cdepy 3aHATOCTH, Kak GINA, HO U Ha >KUINIHYIO
chepy’.

3akoH mTaTa M»3H or 29.05.2019 «O pacmmpeHuy 3aluUTbl TeHETUYECKON
uH}popManmu»® KacaeTcs TaKUX TUIIOB CTPAXOBAHMs, KAK CTPAaXOBaHMeE XU3HM, KPENT-
HOe CTpaxoBaHUe, CTpaXoBaHMe NHBAMIHOCTH, J/INTEIbHOTO YXO/a, HeCYaCTHOTO CIy-
qasi U ip., T. e. cdep, He oxBaueHHBIX GINA.

B yucne nmociegHNX 3aKOHOMATENbHBIX aKTOB LITATOB, KOTOPbIe BBIXOAAT 3a paM-
K1 (efiepaTbHOTO 3aKOHOZIATETTBHOTO PETYIMPOBAHINA, MOXXHO Ha3BaTh 3aKoH Ormopuybl
«QO reneTyeckoit nabOpPMAINH IS [[efIell CTPAXOBaHUsI», mofamcanubiit 30.06.2020 ry-
GepHatopom mmrara’. OH pacHpOCTPAaHAETCs Ha 3alUUTY OT AUCKPUMMHALMK B cdhepe
CTPaxOBaHU >KMU3HY, CTPAXOBAHNA JOITOCPOYHOTO YXOfa ¥ YXOJa IO HETPYAOCIOCO0-
HOCTH, YTO He ObIIO mpenycMoTpeHo 3akoHoM GINA.

B 2017 r. B komuTeTs! KoHrpecca 6bi1 BHECEH 3aKOHOMIPOEKT O MPOrPaMMax 03{0POB-
nenus corpynaukos (Preserving Employee Wellness Programs Act, PEWPA)!, xotopsiit,
IO CYTH, HO3BOJISUI ObI paboTOofaTensAM 00X0OANTH IpaBa PabOTHMKA Ha KOH(UIEHIAIb-
HOCTb IeHeTIYecKoil MHGOpMaINy, KOI/ja X 3aIpalliBai IIOf BUOM «O3/J0OPOBUTEIb-
HOI1 ITporpaMMbl». OfHaKO TAHHBI 3aKOHOIIPOEKT IOJBEPrcsl MHOTOUMC/IEHHOM KPUTUKE
co CTOpOHBI 607ee yeM 70 opraHmsanmii, BKI04as AMepUKaHCKOe OOI[eCTBO TeHeTUKI
gesioBeka (American Society of Human Genetics, ASHG), 1 Ha JaHHbI/T MOMEHT TaK ¥ He
IpOBefieH yepes nanaty npencrasuteneit u ceHat (Bilkey, Baynam, Molster 2018).

2.3. O6xcanosatnue OUCKPUMUHAYUOHHBIX OeliC ULl 8 AOMUHUCHPAMUB-
HOM nopsoke

CoracHO IIpaBOBOMY PeryIMpPOBaHMIO, Ka/I00bl O AUCKPUMMHALMY [0 TeHeTHde-
CKJM IpU3HAaKaM MOTYT OBITb paspelleHbl He TOIbKO B CyfleOHOM, HO ¥ aAMUHICTPATUB-
HOM IOPSI/IKe, TIOCPEICTBOM a[M/HICTPATHBHOTO IPOM3BOACTBA, BO30Y>KI€HHOTO YIIO/-
HOMOYEHHBIMJ OpTaHaMU UCIIOTHUTEIbHOI BIacTh. Tak, ec/u Mo pemiaeT IOfaTh MCK
O IUCKPUMMHALIM B cepe TPYZOyCTPOIICTBA Ha OCHOBAaHMY (efiepabHOTO 3aKOHA, eMy
HeoOXOAVIMO CHadasIa 06paTUThCA ¢ >kanoboit B penepanbryio Komnccuro CIIA 1o o6e-
CIIeYeHMIO PaBHBIX BO3MOXKHOCTel! B cepe 3anaroctu (Equal Employment Opportunity
Commission, EEOC), koTopas ocylecTB/IseT COOTBETCTBYIOIee pacc/iefloBaHNe U Ha-
Jie/ieHa JISl 9TOTO BCeMM HeOOXORMMbBIMIU MOTHOMOYMAMI. JJaHHAsT KOMUCCHSI CO3flaHa
eme B 1965 1. B cooTBeTCTBUM € pasy. 705 3akoHa 0 rpaxpaHckux mpasax'! mist obe-
CIie4eHNs COOMIOMIeHN OJIOKEHNIT O TPYAOYCTPOICTBE, @ 3aTeM PaclpOCTPAHNUIA CBOIO

7 Discrimination in employment, housing, and public accommodations. Codification. Bill No. 837.
May, 2011. [Tata o6paenns 30 mions, 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
obpamennsa 30 miona, 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. [lata
o6pamens 30 urons, 2020. http://laws.flrules.org/2020/159.

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

1" Civil Rights Act of 1964. Public Law 88-352-July 2, 1964, as amended in volume 42 of United States
Code, 1981. Jata obpamenna 30 mions, 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 COOMIOAeH e Y IHBIX aHTUANCKPUMMHALMOHHBIX 3aKOHOB, B TOM 4MCTIe
n Ha GINA (GINA, Title II, section [201, 207]).

Bo MHOIMX LITaTaXx eCTb CBOM COOCTBEHHBIE aHTUVICKPYMMHAIVOHHBIE 3aKOHBI
¥ aHAJIOTMYHbIE aTeHTCTBA, OTBETCTBEHHBIE 33 COOJIIOIEHNe STUX 3aKOHOB, — areHTCTBA
II0 YeCTHOI mpakTuke TpymoycrpoiicTa (Fair Employment Practices Agency, FEPA).
Ecmu sxano6a nogaetcs B FEPA, To oHa aBTOMaTU4ecKy IepeHanpasiaeTcs B pegepanb-
Hyto Komuccuro CIIA 1o obecriedeHnio paBHBIX BO3MOXHOCTeit (fanee — Kommccens),
ec/u HeoOXOAVIMO TIPYMEHNUTD QefiepanbHblil 3aKoH. COIIACHO MPefyCMOTPEHHBIM afi-
myHucTparuBHbIM npouenypam (Civil Rights Act of 1964, Sec. 2000 e-5 [section 706]),
ecmn Komuccnsa mocne Bo3OyX/jeHNA IIPOU3BOACTBA U PACCMOTPEHNA Jiella He MOXKET
OIIpefeNTb, ObUT IV HapylIeH 3aKOH, MIN eC/IU 10 UCTeUeHUN YCTAaHOBJIEHHOTO CPOKa
IIOCTIe TOCTYIUIEHN Xano6bl B KoMimccuio el He yaaeTcst JOCTUTHYTb IIPMEM/IEMOTO CO-
IJIallleHNst ¢ paboTofaTeIeM, TO KOMICCHSI MOXKET CaMa IOfjaTh TPasKIaHCKII MCK B CYT
760 BBICTIATh IOCTPa/jaBLIEMY JIUILY YBeZOM/IEHMe O IIpaBe Ha Moflady MCKa B Cyx (ecm
JIALI0 CaMo 3AIPOCUIO JaHHOe TpaBo mwiu eci Komuccus otknonnna xxano6y). Ioce
HOJTy4eHNA YBeJOM/IEHIA O IIpaBe Ha Mofjavyy McKa y auia ecTb 90 mHeil Ha obpaieHne
B cya. IIpu obpamennn B cys Komuccus obecrieunBaeT oCpefcTBOM CBOeT IOpUde-
CKOJT CITy»KOBI U IOPMCKOHCY/IbTA IOPUANYECKOe COINPOBOXKIEHME CyfeOHoro pasbupa-
TenbCTBa. EC/IM OTBETYMKOM II0 >Kamobe sABJIseTCs MPaBUTENbCTBO, TO KoMuccns nepe-
IaeT Jielio TeHepaTbHOMY IIPOKYPOPY, KOTOPBIII MOXKET HOAIaTh IPaXKJAaHCKUI MCK IIPO-
TVB TaKOTO OTBETYMKA B COOTBETCTBYIOLMIT okpy»xHoit cyz (Civil Rights Act of 1964 Sec.
2000 e-5, 2000 e-6 [section 706, 707]).

B cBs131M ¢ paccieoBaHMeM >Kano0bl, BBIIBUHYTOI B COOTBETCTBUM C pasf. 706, Ko-
MICCHA VIY €€ Ha3HAYeHHBIN ITPeJICTaBUTeNb B TI0ObIe pasyMHBIe CPOKU UMEIOT JOCTYII
K MaTepuajiaM IPOBepKM, U3YUYeHNIO VM MONMy4YeHNIO JOKa3aTe/lbCTB, CBA3aHHbIX C He3a-
KOHHOJI ITPAaKTUKON TPYZOYCTPOJICTBA ¥ MMEIOIINX OTHOLIEHNE K pacciaefyeMoMy o0-
BuHeHno (Civil Rights Act of 1964 Sec. 2000 e-8. [section 709]). Konnuectso xanob 3a
2019 r,, mojaHHbIX B denepanbHyio Komuccnio Ha ocHoBanyu Hapymennsa GINA, cocra-
Buto 209 (Hendricks-Sturrup 2020).

Cryyait ¢ ITamenoit ®UHK cTal OFHUM 13 NIEPBLIX TPOMKMX IIPABOBBIX CIIOPOB, I10-
naparomyx nop fevicteue GINA B CIIIA mocne npuHATKS 3TOTO 3aKoHA. [Tamena OuHk
clieazia TeHeTMYeCKUII TeCT, KOTOPBIl ITOKasal IIOJIOKWUTEbHbIN pe3yabTaT Ha TeH
BRCAZ2, cBA3aHHDIIT C BBICOKUM PIMCKOM Pa3BUTUA paKka MOMOYHBIX kere3. Ilocre Toro
Kak [Tamerna coo6muta cBouM paboTOHATENIAM O pe3y/NIbTaTaX FeHeTYeCKOTO TeCTUPO-
BaHMsA, KOMIIAHN, B KOTOPOIt paborasna [Tamerna, BHe3aIHO cTa/la aKTUBHO KPUTUKOBATh
ee paboTy, XOTA ellle HeJaBHO B OTYETAaX KOMIIAHNUM AeATeNTbHOCTh DPUHK XapaKTepu3o-
Bajach Kak «o6pasuoBast pabota». B suBape 2010 r. ITamene ®unk cenanu npodumak-
TUYECKYIO oIepanyio. Bckope koMmaHusa o6bABMIA O MMKBUAALNY TO/DKHOCTH, 3aHM-
maemoit PuHK, 1 yBommna ee. PuHK nopana xxano6bsl B KoMmuccnio 1o nmpasam desioBexa
1 BO3MOXKHOCTAM InTata KOHHeKTMKYT, a Takxe B ¢efepanbHyo Komimccnuio, yTBepx-
fiasi, 9YTO OHa OblIa yBOJIeHa U3 KoMmaHuy MXenergy 13-3a pe3y/IbTaTOB FeHEeTIYeCKOTO
TecTrpoBaHuA. [lo cyme6HOro pasbuparenbCTBa MO CYIIECTBY JIe/I0 He JIOIIIO0, TaK KakK
BIOCTIeCTBUY Mexy OMHK U ee ObIBIIMM paboTOfiaTeneM ObIIO JOCTUTHYTO COIJIALIe-
Hile Bo BHecyeOHOM nopsinke (Greenhouse 2010). Tem He MeHee ¢ npunsaTrieM GINA cy-
IeOHbIe VICKY, TIOJJAHHbIe HA OCHOBAHMM AVICKPUMMHALNMA 110 TeHeTYeCKOMY IIPU3HAKY,
Y4aCTUIUCD.
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2.4. Cydebnas npakmuxa no 0enam o zeHemu4ueckoli OUCKPUMUHAUUU

B pesynbrate uccnenoBanus CygeOHOI MIPaKTUKM C TIOMOIBIO CIIPaBOYHBIX CYeo-
HBIX 6a3 Leagle n Case Text BpigBI€HO 0KOMO 211 Cy;le6HbIX nmen ¢ 2008 mo 2020 1. co
cepinkoii Ha GINA. 910, oHaKo, He 03HAYaeT, YTO BCe OHY OBUIM PACCMOTPEHBI II0 CYIIje-
CTBY II0 OCHOBAaHMAM OMCKPVMIJHAVOHHOIO YMbIC/IA, — IIOJAB/IAOMIAA 9aCTb JaHHbIX
e paspelleHa o IPYTMM OCHOBaHMAM. TeM He MeHee cyfeOHas IIpaKTHKa Ha IPOTsDKe-
HYM 6ortee yeM 10 JIeT IEeMOHCTPUPYET, UTO NpeljefieHTHOe mpaBo 1o GINA B 0CHOBHOM
KacaeTcsl TpeOOBaHNUII O JUCKPUMMHALINK B cepe 3aHATOCTH, BBIIBUHYTHIX B COOTBET-
crBun ¢ pasp. II sakona. Pupma Atlas Logistics Group Retail Services crana nepspim
IOPUANYECKYM JIULIOM, IPUBJIEIEHHBIM K OTBETCTBEHHOCTI B cooTBeTcTBUM ¢ GINA!Z
[Tocnennee feno 6p110 paccmorpero 18.05.2020'. B cBoeM Tpe6GoBaHmy UCTEL] yTBEPXK-
IaJI, YTO OTBETUMKY «IUCKPUMUHMPOBAIN €T0, YBOMUB C pabOThI M3-3a TeHETUYECKOII
uHpopManny, CBA3aHHOI C AMAarHO30M SIVJIETICUY, MMEIOIIENCS y MCTLax.

ViccnenoBanne cyne6HO IPAKTUKY TO3BOMISIET BBISIBUTD CIEAYIOLINE IPABOBBIE I10-
3y aMepUKaHCKUX Cy[ 0B, Kacalomyecs CyleCTBEHHbIX OCO6eHHOCTeI7[ IIpUMEHEHUA
VIMI aHTUANCKPVYMMHALIVIOHHOTO 3aKOHOATe/IbCTBA:

— 3aKOH OIIpefie/isieT «TeHeTNYeCKyo MH(POpMALMIO» KakK: 1) TeHeTU4YecKye TeCThl
pabOTHMKA; 2) TeHeTHYeCK/ e TeCThl WICHOB CeMbl pabOTHMKA; 3) HPOsBIEHNEe
3a60/IeBaHVsI WM PACCTPOIICTBA y YWIEHOB CeMby paboTHMKa';

— 4YTOOBI 3asBUTH MCK O TeHETUYEeCKOI AucKpuMyuHanuu B pamkax GINA, ucren
IOJDKEH 3asABUTD, YTO: 1) OH ObUI HAEMHBIM PabOTHMKOM; 2) ObUT YBOJIEH MM
JIMIIEeH BO3MOXXHOCTY TPYAOYCTPONCTBA; 3) 3TO IIPOU3OIIIO 13-3a MHPOpManny,
[OTyY€HHOI1 OT FeHeTUYECKIUX TeCTOB McTLa'’;

— aKTBI, U3/I0KEHHbIE B JKamobe, TO/DKHBI 00ecIeurBaTh «XOTS Obl MUHIMAIIb-
HYIO NIOAAEP)XKY IPaB/JONO00HOT0 MPEAIIONIOKEHNA O TOM, YTO paboTofaTeNb
PYKOBOZICTBOBAJICA AMCKPYMIHALMOHHBIMI HaMepeHMAMMN»; CChUIKA JICTIA Ha
GINA, ocHOBaHHasA /IMIIb Ha «KOCBEHHBIX YTBEPXK/JEHUAX, HE COOTBETCTBYET
cranpapry, ycranonenaomy Twombly and Igbal»!®.

OpHyM 13 M3BECTHBIX CYHeOHbIX pasduparenbCcTB Ha ocHOBaHUY HapyueHns GINA
crazno geno Dewid Lee v. City of Moraine Fire Dep't'’, paccmorperHoe OKpY>KHBIM Cy-
nom CHIA samagnoro ormenenns Oraiio B Jleittone. Paborogarens ssupma JIu — pe-
IapTaMeHT I10XKapHOI1 0XpaHbl MoperliHa MOBBICU CBOU TPeOOBAHNA K 3[[OPOBBIO CBOUX
pabOTHUKOB, B pesynbrare yero IaBuy JIu 6bUT BBIHY)K[EH He TOJIBKO IIPOJITHU IIOTHOE

12 Lowe v. Atlas Logistics Group Retail Services (Atlanta), LLC, 102 E Supp. 3d 1360 (N.D. Ga. 2015).
Jata obparenns 2 niors, 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. [Tata 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). Jara ob6pauenus 2 urons, 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. [lara
obpauienns 2 mons, 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). lata o6pamtenns 2 utoHs, 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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MeIUIIMHCKOe 00C/IefloBaHye, HO 1 3aIIOJIHATD 1 NIPEIOCTaBUTh PabOTOATENI0 aHKETY,
B KOTOPOII 3a/JaBaJICs BOIIPOC O CeMeiTHOM aHaMHe3e CepfieuHbIX 3a0oeBanuit. JIu mopan
B CYJ, YTBEp>KZasi, 4TO ero paboTofiaTeIb He3aKOHHO 3aIPOCII TeHeTU4ecKyio MHpop-
MAI[VIO, CBSI3AHHYIO C ICTOPMEIL €T0 CEMbH, U MOT IIOTEHIIMA/IbHO MCIIONb30BaTh TaHHYIO
uH(pOpMaLMIO IPOTUB HETO, UCXO/A 13 dero JIu oTKasajics OT MCCIeoBaHMs, pasIya-
IIAIOIIET0 CeMeHYI0 uctopuio 6onesnu. B pesynbrate /I 6bU1 OTIPaB/IeH B afMUHM-
CTPaTUBHBIIL OTIYCK 6€3 OIIAaThl, @ 3aTeM YBOJIEH TOPOACKUM YIIPaB/IALM [IaBuoM
XMKCOM 10 OOBMHEHMIO B HEMIOJYMHEHNN, CBA3aHHOM C €r0 OTKa30M BBIIIOTTHUTD IPH-
Ka3 0 IPOXOXKAEHNN IIOJTHOTO MeAULIMHCKOro ocMorpa. Cyy yCTaHOBIIL, YTO MH(pOpMa-
Vs O CeMEITHON MCTOPUNU CepIeIHO-COCYANCTBIX 3a00/IeBaHMII COOTBETCTBYET OFHOMY
Y3 YCTAaHOBJIEHHBIX 3aKOHOM OITpefie/IeHIIT «ITeHeTNIeCKOl NH(OPMALNN»; KPOME TOTO,
VICTEL] TPeJOCTAaBII JOCTATOUHO (aKTHYECKMX IOAPOOHOCTE, 4TOOBI Cys; 060CHOBAHHO
CHesIajl BBIBOJ, O TOM, YTO OTBETUVK Y4aCTBOBA/I B pa3pabOTKe 1/ peanusalyin mpey-
OJIOKUTENbHO JUCKPUMUHALIVIOHHOI IONUTUKY B cepe TPYAOyCTPOIICTBA, JOMyCKas
AUCKPYIMUHALIMIO TI0 TeHeTUYeCKMM IIPU3HAKAM.

CynmebHast IpaKTHKa pasfiefiAeT CIyday, CBSI3aHHbIE C PACKPBITHEM TeHEeTHYeCKO
uH(poOpMaLMy 1 MeAULIMHCKOI MHpOpMaIyel 06 yKe MMEIOIVIXCs Y Tulia 3a601eBaHn-
sax. B ynomsuytom Bbiie nene Munnerlyn v. Installed building product!® cyn, otkasas
UICTIIY B YZJOB/IETBOPEHMN KAI00BI, IIOCTAHOBWI, YTO CYI[ECTBYET YeTKOE YCTAaHOBJICH-
HOe 3aKOHOM pas/nyyie MeXAy MeJUIMHCKON MHpopMauueil 0 TakoM 3abo/eBaHNM,
KaK SMMINCHs, U TeHeTUYecKol MHpopMalueil, He3aKOHHO MCIIO/Ib3yeMOoll paboTopa-
teneM. «ToT pakT, 4TO y UenoBeKa yXe JUATHOCTHPOBAHO 3a00jIeBaHNe, PaCCTPOIICTBO
VIV TATO/IOTMYECKOe COCTOSIHME, He MOXKeT CYMTAThCs TeHeTUdecKoil MHpopMaryei
0 dertoBeKe». [1o MHEHMIO CY/a, MCTeLl He IPeXbABII HUKAKMX (AaKTOB MU IPUINHHO-
CTIeICTBEHHOII CBSI3U MEXJY €ro AMarHo30M I IefiCTBUAMY paboTropartens. VicTel muib
II0/IaraeT, YTO €T0 AMATHO3 «3MWIENICUsI» TIOTEHIIMATBHO MOXKET «COfIep)KaTh reHeTnde-
CKYI0 MH(OPMALINIO» U YTO OTBETYMKY 3HAJIV O €r0 AMATrHO3€e I O TOM, YTO OH IPUHMMAJI
JIeKapCTBa OT SIMIENICUY, OFHAKO, C TOUKY 3PEHMA CY/a, 9TO He SB/AETCA JOCTATOUHBIM
IUIsI YOB/IETBOPEHMS MCKA.

Kpowme Toro, cyp mocranoBus, 4To paboroparens He HapyuraeT GINA mocpenctBoM
«UCTIONb30BAHMA. .. MEUIIMHCKO MHPOpMALNy, KOTOpasi He SABJISeTCS IeHeTUYeCKOi
nHpopMmanmeil 0 MposBUBIIEMCs 3a007IEBAaHNN», [JaXKe eCIM 9TO MPOsIBUBIIeeCs 3a60-
JIeBaHMe «JIMeeT VI MOXKeT MeTb FeHeTUIeCKyIo OCHOBY» (meno Green v. Whataburger
Rests) ™.

TakuMm 06pasoM, MbI MOXKeM YIZOCTOBEPUTDCS, YTO IPAKTUKA aMEPUKAHCKNX CY0B
HaIpaBjieHa Ha TO, YTOOBI pelleHNs B 00/lacTy TPYAOYCTPONCTBA, a TaKKe MOIUTHUKA
B 00/1aCTV CTPaXOBBIX B3HOCOB OCHOBBIBA/IMCh Ha NMPO(eCcCHOHaTbHbIX HaBBIKAX U CIIO-
COOHOCTM /IMIjA BBINOMHATD pabOTy HA JAaHHOM 9Tarie. Pe3y/IbTaTbl TeCTMPOBAHUSA, OT-
paXKeHHbIe B TeHeTMYECKMX TeCTaX, MMEIOT IPOTHOCTIYECKIIT XapaKkTep U He JO/DKHBI
OpaTbCs 3a OCHOBY HI pabOTOAATE/ISIMY, HU CTPAXOBBIMU KOMITAaHVSAMIL

18" Case No. 1:20-CV-225-LY, United States District Court, W.D. Texas, Austin Division (May 18,
2020). [Tata obpamens 2 nioHs, 2020. https://casetext.com/case/munnerlyn-v-installed-bldg-prods-llc.

19 LLC, 2018 WL 6252532, p.6 (W.D. Texas. Feb. 22, 2018). [lata o6pautenns 2 mions, 2020. https://
casetext.com/case/munnerlyn-v-installed-bldg-prods-llc.
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3. BeiBObBI

OnacHOCTb TeHeTHYeCcKOl AMCKPUMMMHALIMK CYLIECTBYET M IPOSBAETCA BO MHO-
VX COLMA/IbHBIX MHCTUTYTAX, 0COOEHHO B OTPAC/IIX 3APAaBOOXPAHEHNS I CTPAXOBAHMS,
YTO TI0Ka3a/lIy MHO>KECTBEHHbBIE COLMONIOTNYECKIE, MEAVIIVHCKIE Y TPaBOBbIE MCCIENO-
BaHus, nposeieHHble B CIITA B 1990-2000-x ropax. B cBA3u ¢ aTuM Haspena HeoOXo-
AMMOCTD B IIPAaBOBOM 3aIlpeTe MCIIONIb30BaHMA IeHeTYeCKO MHQOPMALUY B HEMef-
IVHCKYX neyisix. CHavasa aHTUVICKPYMMHAIIVIOHHBIE TTOJIOKEHNUA 00 JMCIO/Ib30BAHNS
reHeTN4ecKoi MHGopMaLuy ObIIM IPUHATHL HA YPOBHE IITATOB B 3aKOHAX O 3aHATOCTU
Y MEIUIIVIHCKOM CTPAaXxOBaHNM, OJHAKO Tpe6OBanIoCh MpuHsATIE 061edenepaabHOro 3a-
KOHa, KOTOPBIII TapaHTHpPOBas Obl efMHOOOpasyue HAIVOHA/IbLHON HOMUTUKA B JAHHOM
Borpoce. [Tocsie MHOXKeCTBa IOMBITOK OB IPUHAT (eflepanbHbIil 3aKOH O 3aIpeTe Jyc-
KPVMMHAIIVM Ha OCHOBe TeHeTndeckoil nHpopmanyu (GINA), obecreunBImnii efuHbie
0a3oBble CTAaHJAPTDI, PaBHYI0 ITyOMHY 1 OXBAaT B JaHHOII cepe ¥ CTaBLINII IIEPBBIM
KPYIIHBIM 3aKOHOIIPOEKTOM O TPaK[JaHCKMX IIpaBaX HOBOTO BeKa.

AHTUIVICKPYMJHALIMOHHOE IPaBOBOE PETyIVMPOBaHye IIPEHA3HAYEHO I 3alUThI
NI C TEHeTUYeCKOIl NPedpacnononeHHOCmvio k 3a00/IeBaHIIIO, KOMOPoe MoxHem npo-
ABUMbCS UNU He nposgeumvcs 6 6yoyujem. Takum obpasom, GINA sampernaer auckpu-
MIHAIMIO Ha OCHOBE IIPOTHOCTMYECKO IeHeTHYecKoll MHPOpMaIui, a He Ha OCHOBe
y>Ke IIPOSIBUBIIETOCS COCTOSIHMSA, B TO BpeMs KaK 3aKoH 00 aMepuKaHIlaX ¢ OrpaHIdYeH-
HBIMI BO3MOXKHOCTAMIU (ADA) 3ampenaeT [UCKPYMIHAIVIO HA OCHOBE IMPOSABMBIINX-
Csl CUMIITOMOB 00JIe3HM, COOTBETCTBYIOIIMX OIpefiefieHNIo MHBanuaHocT. CynebHas
IpaKTUKa TaKXe YeTKO pasfiendAeT Clydal, CBs3aHHbIE C HEIPAaBOMEPHBIM PacKpPBITHEM
U VICIIO/Ib30BaHVeM TeHeTNIeCKoil MHPOpMALUN M MeAUIMHCKON NHpopManueit 06 yxe
MIMEIOIVIXCSA Y JINIIA 3a00/IeBaHNAX.

[IpuHATbIe 3aKOHO/ATEbHBIE MepPBI BBEJIN 11 €fjyIHble 6a30Bble CTAH/APTHI, COIIACHO
KOTOPBIM pelIeHNs O TPYAOYCTPOIICTBE VIV IIPOIBVDKEHNN TI0 CITyKOe JO/DKHBI OCHO-
BBIBATbCS Ha KBaMMUKALMY ¥ CIIOCOOHOCTY JIMIIA BBIIOMHATD paboTy, a He Ha IIpef-
T0/IaraeMbIX TeHeTMYeCKIX MM MHBIX (paKTOpax, He BIMAIIINX Ha 9 (eKTBHOCTD ero
paboThI B TeKyImit MOMEHT. [Ipy cTpaXoBaHMM HY>KHO YYUTBIBATb TeKylllee COCTOSIHIE
3/J0pOBbs JIN1A; pa3Mep CTaBOK M CYMMbI CTPaXOBBIX B3HOCOB He JNOJKHBI KOPPEKTH-
POBAThbCsl, UCXOMS U3 IPOTHOCTUYECKON reHeTIdeckolt MHdpopmannyu nim nHpopMarum
0 3aMpoce WY MOMYIEeHUN TUIIOM TeHeTUIeCKUX YCIYT.

Heo6xoauMo 3amyTuTh KOHQUEHIMANTBHOCTb Pe3y/IbTaTOB TeHETUYECKOro Te-
CTUpOBaHNUA. Pe3ynbTaThl TeCTMpPOBaHUA He JO/KHBI PACKpPBIBATHCA TPETHUM JIMIjAM
(BKITIOUAs CTPaxXOBBIE KOMITAHUY MK paboTomaTerneit) 6e3 sBHOTO MHPOPMUPOBAHHOTO
COITIacKs TECTUPYEMOTO ulla. Bpaun He JO/DKHBI y4aCTBOBATbh B T€HETUYECKOM TECTH-
poBaHMu i paboTozaresert MO0 MEAUIIVHCKIX CTPAXOBBIX KOMIIAHWIL, YTOOBI IIpes-
CKa3aTb IIPeIPACIIONIOKEHHOCTD YeoBeKa k 6omesH. I1py oTrpaBKke MeVIIIMHCKIX KapT
B CTpaxoBble KOMIIAHMM HY>XHO VICK/TIOYUTD U3 3TUX KapT pe3yAbTaTbl T€HETUYECKOTO
TeCTUPOBaHMA.

Cyne6Hast IpaKTIKa IeMOHCTPUPYET: [JIs TOTO YTOOBI MCK O TeHeTUYeCKOI JUCKPH-
MMHAIVM OBUI PACCMOTPEH MO CYIIECTBY, MCTeL] HO/DKEH 3aABUTh O TOM, YTO Hapylle-
HIIe ero IIpaB IIpY CTPaXxOBaHMM 30POBbs (Ha TEKYLIVII MOMEHT) VI IPUHATHUE PeIleHMNIT
O TPYHOYCTPOIICTBE WIV IIPOABIKEHNN I10 CITY>K6e MTPOM30IIIN n3-3a MH(opManuy, mo-
JIy4eHHOJI 13 TeHeTUYeCKUX TeCTOB UCTLA, 1100 U3 UCTOPUY OOJIE3HN YIEHOB €TI0 CeMbl,

Becmnux CII6I'Y. IIpaso. 2021. T. 12. Boin. 4 1105



/60 Ha OCHOBaHMUM MHGPOPMALVM O 3alpOCe WIN IOMYYeHUN JUILOM TeHeTUIeCKMX
yoyr. QakThl, 3/I0)KEHHBIE B >Ka/00e, JO/DKHBI 00ecednBaTb X0Ts 6bl MUHIMAIbHYIO
HOJ/IeP>KKY IIPaBIOIOLOOHOTO IPEAIONOXKEHNSI O TOM, YTO paboTofarens, mbo cTpa-
XOBIIUK PYKOBOACTBOBA/ICS JUCKPUMUHALIVIOHHBIMI HAMEPEHUAMIA.

B nienom Ha aHHBIT MOMeHT cyuecTBytouiee B CIIIA mpaBoBoe perynnpoBaHne, Kak
denepanbHOE, TaK U Ha YPOBHE LITATOB, CIOCOOHO 0becreunTh 3G GeKTUBHYIO 3alIUTY
TeHeTUYeCKOl MHGOPMAIMM OT HEIIPAaBOMEPHOTO 3aB/IafieHNs U VICIIO/Ib30BAHNUSA, B TOM
qyIC/le OT COBEpIIEeHVsI AUCKPUMUHALMOHHBIX [eVICTBIUI, 3aK/TIOYAIOIVIXCS U YCTaHOBJIe-
HMM OTPaHMYEHNII IO IPU3HAKY HA/IMYNA Y JIAIA HACTeACTBEHHbIX 3a00/IeBaHWIl 1 MHBIX
0CoOeHHOCTel! TPy IpueMe Ha paboTy, 3aK/II0YeHNN JOTOBOPOB MEUIIMHCKOTO CTPaxo-
BaHMA, KPEUTHBIX U UIIOTEYHBIX JOTOBOPOB 1 Ap. Tak, IpaBOBOe peryIimpoBaHue Io-
3BOJIACT TpaKjaHaM 9(PEeKTUBHO 3aIUTUTD CBOY IIPaBa KaK B aIMMHICTPATUBHOM II0-
psfiKe, IOCPeACTBOM AesiTebHOCTI (pefepanbHoit Komuccny o paBHbIM BO3MOXXHOCTSM
U MeCTHbIM areHTcTBaM FEPA (KOTOpBIe HMPOBOAAT COOTBETCTBYIOLIME PACCMOTPEHNS
X006 U paspeuaoT 6/IbILIYIO YacTb fef), TaK U B CyfileOHOM mopsake. [paxaHcKmit McK
B Y/ MOXKET IIOfJaTh YaCTHOE JIALIO MOCTIe MCYePIIaHNs afMIHUCTPATUBHBIX CPELICTB 3a-
1y Thl 1 cama KoMuccns 1o paBHBIM BO3MOXKHOCTSIM, KOTOPasi 4epes CBOIO I0PUANIECKYI0
cnyx06y obecriednBaeT IPUANIECKOE COIPOBOXK/EHIE MCKA Ha IPOTHKEHNN CyeOHOTO
pasbuparenpctBa. Kpome T0ro, ec/i 0TBETUYMKOM SBJISIETCS IPABUTENbCTBO MU TOCYAAP-
CTBEHHBIE YUPEeX/EHNs, TO CYAeOHbIIT UCK ITOfjaeTCsl TeHepanibHbIM IpoKypopom CIIIA.

AHTUAMCKPUMMHAIMOHHOE 3aKOHOMIATe/IbCTBO VIMeeT ABYXYPOBHEBBII XapakTep,
IPENOCTAB/IAA 3alUTY U Ha YPOBHE IITATa, 1 Ha obledeepaIbHOM YPOBHe, 4TO 00e-
crieuyBaeT ero 3¢ ¢pekTuBHOCTb. DeiepanbHbI 3aKOH He JJO/DKEH IPelsITCTBOBATh 3a-
KOHaM IITaTa, KOTOpble MOTYT rapaHTUPOBATh Oojlee BHICOKNUIT YPOBEHb 3aIUUTHI OT Te-
HeTNYeCKOoN AuckpuMuHanuy. Hanpyumep, 0ObIYHO 3aKOHBI, IpUMeHseMble MeCTHBIMU
arentcrBamu FEPA, aHanornussl TeM (efiepaIbHbIM 3aKOHAM, KOTOpbIe TIPUMEHSI0TCS
EEOC, ofHaKo B HEKOTOPBIX C/Ty4asiX areHTCTBA IPMMEHSIOT MECTHbIE 3aKOHBI IIITATOB,
eC/ JaHHBbIE 3aKOHBI obOecrieunBaioT 6onee 3GpGeKTUBHYIO 3alUTY IpaB PabOTHNUKOB,
4yeM (pefieparbHBIIl 3aKOH.

bubnuorpagus/References

Aston, Geri.1997. “Ban genetic discrimination?” American Medical News 34. Accessed June 17, 2020. https://
www.ama-assn.org/sci pubs/amnews/pick_97/pickO505.htm.

Bilkey, Gemma A., Gareth Baynam, Caron Molster. 2018. “Changes to the employers’ use of genetic infor-
mation and non-discrimination for health insurance in the USA: implications for Australians”. Front
Public Health 6: 183-186.

Billings, Paul R., Mel A. Kohn, Margaret De Cuevas, Jonathan R. Beckwith.1992. “Discrimination as a con-
sequence of genetic testing”. American journal of human genetics 50 (3): 476-482.

Geller, Lisa. 1996. “Individual, family and societal dimensions of genetic discrimination: A case study analy-
sis”. Science & Engineering Ethics 2: 71-88.

Gostin, Lawrence O.1991. “Genetic discrimination: the use of genetically based diagnostic and prognostic
tests by employers and insurers”. American journal of law & medicine 17 (1-2): 109-144.

Greenhouse, Steven. 2010. “Ex-worker says she lost job because of genetic test”. The New York Times. Ac-
cessed May 10, 2020. https://www.nytimes.com/2010/05/01/us/01gene.html

Hadley, Donald W., Jean Jenkins, Eileen Dimond, Kenneth Nakahara, Liam Grogan, David J. Liewehr, Seth
M. Steinberg, Ilan Kirsch. 2003. “Genetic counseling and testing in families with hereditary nonpol-
yposis colorectal cancer”. Archives of Internal Medicine 163 (5): 573-582.

1106 Becmmuux CII6TY. ITpaso. 2021. T. 12. Buin. 4


https://pubmed.ncbi.nlm.nih.gov/?term=Bilkey+GA&cauthor_id=29974047
https://pubmed.ncbi.nlm.nih.gov/?term=Molster+C&cauthor_id=29974047

Hathaway, Katherine A. 2002. “Federal genetic nondiscrimination legislation: the new ‘right’ and the race
to protect DNA at the local, state, and federal level”. Catholic University Law Review 52 (1): 77-133.

Hendricks-Sturrup, Rachele. 2020. “A closer look at genetic data privacy and nondiscrimination in 2020”.
Accessed June 17, 2020. https://fpf.org/2020/03/02/a-closer-look-at-genetic-data-privacy-and-
nondiscrimination-in-2020.

Hudson, Kathy. 2004. “Genetic non-discrimination: Examining the implications for workers and employ-
ers” 108" US Congress, Washington. Accessed June 18, 2020. https://www.govinfo.gov/content/pkg/
CHRG-108hhrg94940/htm]l/CHRG-108hhrg94940.htm.

Joly, Yann, Gratien Dalpé, Charles Dupras, Bénédicte Béviere-Boyer, Aisling de Paor, Edward S.Dove,
Palmira Granados Moreno, Calvin W.L.Ho, Chih-Hsing Ho, Katharina O Cathaoir, Kazuto Kato,
Hannah Kim, Linggiao Song, Timo Minssen, Pilar Nicolds, Margaret Otlowski, Anya E.R.Prince,
Athira P.S. Nair, Ine Van Hoyweghen, Torsten H. Voigt, Chisato Yamasaki, Yvonne Bombard. 2020.
“Establishing the International Genetic Discrimination Observatory”. Nature Genetic 52: 466-468.

Lefebvre, Ken. 2015. “Genetic discrimination law in the United States: A socioethical & legal analysis of the
Genetic Information Nondiscrimination Act (GINA)”. Master’s degree, University of Massachusetts.

McLochlin, Deborah L. 2001. “Whose genetic information is it anyway? A legal analysis of the effects that
mapping the human genome will have on privacy rights and genetic discrimination”. Journal of Com-
puter & Information Law 19 (4): 609-646.

Quick, John J.2005. “Genetic discrimination and the need for federal legislation”. The Journal of Biolaw and
Business 8 (1): 22-26.

Rich, Robert E, Julian Ziegler. 2005. “Genetic discrimination in health insurance — comprehensive legal
solutions for a (not so) special problem?” Indiana Health Law Review 2 (1): 1-47.

Slaughter, Louise. 2006. “Genetic testing and discrimination: How private is your information?” Stanford
Law & Policy Review 17 (67): 67-82.

Suter, Sonia M. 2001. “The allure and peril of genetics exceptionalism: do we need special genetics legisla-
tion?” Washington University Law Quaterly 79 (3): 669-748.

Suter, Sonia M. 2018. “GINA at 10 years: the battle over ‘genetic information’ continues in court”. Journal of
Law and the Biosciences 5 (3): 495-526.

Crarbsa noctTynuia B pefakiyio 18 uions 2020 r;
peKOMeH/[OBaHa B IeyaTh 2 CeHTsA0pst 2021 .

KonrtakTHass mHbopManus:

Hannaxan JTunum — Kaup. 0pug. Hayk; lilit717@mail.ru

Prohibition of discrimination on the grounds of genetic characteristics in
US legislation and judicial practice

L. Dallakyan

Russian-Armenian (Slavonic) University,
123, Hovsep Emin str., Yerevan, 0051, Republic of Armenia

For citation: Dallakyan, Lilit. 2021. “Prohibition of discrimination on the grounds of genetic char-
acteristics in US legislation and judicial practice”. Vestnik of Saint Petersburg University. Law 4: 1095—
1108. https://doi.org/10.21638/spbul4.2021.418 (In Russian)

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.

Received: June 18, 2020
Accepted: September 2, 2021

Author’s information:

Lilit Dallakyan — PhD in Law; lilit7]7@mail.ru

1108 Becmmuux CII6TY. ITpaso. 2021. T. 12. Buin. 4


https://context.reverso.net/%D0%BF%D0%B5%D1%80%D0%B5%D0%B2%D0%BE%D0%B4/%D0%B0%D0%BD%D0%B3%D0%BB%D0%B8%D0%B9%D1%81%D0%BA%D0%B8%D0%B9-%D1%80%D1%83%D1%81%D1%81%D0%BA%D0%B8%D0%B9/has+shown
https://context.reverso.net/%D0%BF%D0%B5%D1%80%D0%B5%D0%B2%D0%BE%D0%B4/%D0%B0%D0%BD%D0%B3%D0%BB%D0%B8%D0%B9%D1%81%D0%BA%D0%B8%D0%B9-%D1%80%D1%83%D1%81%D1%81%D0%BA%D0%B8%D0%B9/right+to+privacy
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