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AHHoTauums. PackpblBatoTcsi COUMOryMaHUTapHble npobsieMbl NOTpebuTesibCKOo reHOMUKMY,
paccMaTpuBaeTcs ee BAUSIHWE HA MOHUMAHWE WAeHTUYHOCTY, COLMaNibHble CBSI3W, B3AVMO-
OTHOLLUEeHUs] MeXkay noTpebuTensiMu 1 NoCcTABLUMKAMn MeauumnHckmx ycnyr. Oco6oe BHUMA-
Hue yaeneHo NMporHoCTu4eckou cneundrke reHeTM4eckon MHGOpMaLuuy, KOTopas CTaBuT
oz BOnpocC TpaauLMOHHbIe npeAcTAaBleHNsl O puckax B MeauLuHe n 06 MHGOpMUpoBaHUU
rpaxxgaH o6 3Tux puckax, GopMupys HoBble cdepbl «3ab60Tbl O cebe» N HOBble 30Hbl OTBETCT-
BEHHOCTU. PaccMoTpeHbl ABa TeopeTnyecknx NoaxoAd K oueHKe rnepcreKkTuB pa3BUTUS re-
HOMHOW MeAWuLMHbI: B CTOPOHY pacluMpeHnst BO3MOXXHOCTeN MnoJsib3osatesieri h B CTOPOHY
ycuneHns aucymnavHapHon snactyu. Ocoboe BHUMAHWeE yaeneHo KOHLUenuuu reHeTusaumm
06LecTBd, KOTOpAdsi He CMOrJid MOJIHOCTbIO 3dMeHUTb AUCKYPC MeanKaau3auymy B coumasb-
HbIX NCCNIeJOBAHUSIX MeanLMHbI U 6MO3TUKKM, HO NOKA3dasd, YTO HOBOe 3HAHWe O reHoMe 4e-
JI0BeKa BJIMSIeT HA COUMAlibHble KOHTeKCTbl pa3BUTUS GUOMeAnLMHBI, BMCbIBAeTCs B 6osiee
LUMpOKMe AncKyccun ob yrnpasrieHUn 340poBbeM, orpegesisieT MNoBecTKy UcciefoBaHuii B
obnactn 6uomMeaULMHbI.
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BbIxo4 reHeTky BO BHEKJIMHUYECKYIO chepy Npu pa3BUTUM KOMMEPYECKOro reHeTUYeCKoro
TecTMpoBaHuUs 6e3 yyacTusl Bpadelr CONpPOBOXAAETCS AUCKYCCUSAMM, B XO4E KOTOPbIX 06CyX-
0aloTCA COLMOKYNbTYPHbIE, 3TUKO-MPaBOBbIE N KIIMHNYECKME BOMPOChI, BKItOYas Npobnembl
NPOBEPKN HaAEXHOCTN KOMMaHW, NPefoCTaBAsIoWLMX Takne ycyrn. Bonpekn oxungaHusim no-
TpebuTenbckas reHOMMKa He NpeBpaTUiach B KPYMHYIO 1 NPUObIIbHYIO OoTpacb. Ha rmo6ank-
HOM pbIHKE NUONPYIOT TECTbI, CBSI3aHHbIE HE CO 300POBbEM, a C NpoucxoxaeHnem [Turrini,
Prainsack, 2016: 4]. TeM He MeHee OCBEOOM/IEHHOCTb LLUMPOKON OBLLECTBEHHOCTU O FreHeTUKe
pacTeT. MNpakTnyeckn nobas HaydHast KOHLIEMLMSl, OTHOCALLLAsACS K 300POBbI0 U GONE3HsM, Uiun
K CeMbe, MPOUCXOXAEHMIO, MOEHTUYHOCTU N INYHOCTK, MOJIyYaeT Tenepb reHeTnYeckoe nsme-
peHue [Goldsmith et al., 2012: 811].

MNepeocMbicneHne MAEHTUYHOCTU. B OTNnMYMe OT KIIMHMYECKOro reHeTMYeCckoro TecTu-
pOBaHMsi, KOMMepYeckme GUOTEXHONIOrMYECKE KOMMaHUM MO TECTUPOBAHMIO MOTyT cobupaTb
1 NPenocCTaBfATb MHOXECTBO CBEAEHUN, HEe CBSI3aHHbIX HaMpsIMylo CO 300pOoBbeM (LBET a3,
KOXW 1 BONIOC, CTPYKTYpa BOJSIOC, BEC M POCT, peakLusi Ha ANETbl, CKIIOHHOCTb K O6JIbICEeHMIO,
CKJIOHHOCTb K Ype3MepHOMyY ynoTpebrieHnto NuLy, Clagkoro U npoYyee), a Takxke nHoopMa-
LIMIO O NPOUCXOXAEHUN. HeKOTOpble KOMMaHMN NO3BOSSIOT KJIMEHTAM HaxXOOWUTb rEHETUYECKMX
POLCTBEHHNKOB MO BCEMY MUPY Cpeau Nogen, npoxoamsBLumx reHeanorndeckun JHK-tect n
OaBLUMX cornacue Ha Takour nouck. CTpemneHve BnmcaTb HOBOE 3HaHue B CBOK Guorpaduio
He OrpaHMYMBaETCS MOUCKOM POACTBEHHUKOB.

CraTtbsa nogrotosneHa npu nogaepxxkke PH®, npoekT Ne 19-18-00422.
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B nepuopg nosiBneHust nepBbIX Taknx KOMMaHWI NepCoHasibHasi FreHOMMKA He TONbKO NpUBekna
BHMMaHMe nccnegoBaTenen, HoO U CcTana LeHTPOM OOLLEeCTBEHHOIO MHTEPECA: XXYPHaINCTbI
1 6norepbl aKTUBHO AeNUINCh MHPOPMaLMEN O CBOEM OrbITe TECTUPOBAHUS. DTN AaHHble CTanu
OCHOBOW /151 «<aBTOOMONOriA» — NOBECTBOBATENbHbIX ONMCaHWI COOCTBEHHOIO OPraHM3Ma, ero
reHeTU4YeCKnX, MoNeKynapHbIX, ¢uanonormdeckmx nsmMepennn [Harris et al., 2016: 36]. ABTo-
Guonorum, cea3zaB 6MONOIMIO, TEXHONOTMIO U Guorpadurio, OTKPbLINIM NPOCTPAHCTBO COLMab-
HbIX OTHOLLEHWI, BO3HUKAIOLLMX 3@ FPaHMLLaMN KIIMHMYECKOro B3rnsga Ha nepeceyeHnn und-
POBbIX TEXHOJIOTWN, JINYHOIO NMOTPEe6IeHNS N KONMNEKTUBHOIO NPOM3BOACTBA 3HaHMI. VX cneumn-
duka B oTnnume ot aBTobMOrpaduin 3aknoyaeTcs B ceyoLeM: BO-NEPBbIX, 3TO NCTOPUU O
MeOULIMHCKNX TEXHOMOMMSAX, KOTOpble B onpeaesieHHOM CMbIC/e BbilWN 3a npefenbl KINHUKKY;
BO-BTOPbIX, KOHTEKCT NOBECTBOBAHMS OT/INYAETCS OT KJ1aCCMYECKOro COLIMOSIONMYeCcKOro xaHpa
NOBECTBOBaHMS O BONE3HN, MOCKOJIbKY B POJSIN PACCKa3yYMKOB BbICTYMAtOT, Kak NpaBuIio, He na-
LIMEHTbI, @ 340POBbIe NIOAMW; B-TPETbMX, PeYvb NOET O HEKOTOPOM Nepuoge obpalleHms K Nnpob-
neMaM, B OoTn4dme oT natobuorpaduin n HappaTUBOB O OONE3HSX, KOTOPblE COMPOBOXAAIOT
YyernioBeka BCIO XKM3Hb; B-4eTBEPTbIX, aBTOONONOINS B 3HAUYNTESIbHOW CTEMEHN COCPefoTOYEeHa
Ha OTAEeNbHOM IMYHOCTK, B TO BPEMS KaK, HanpuMep, HappaTyBbl Fpynn NaLMeHTOB BbiCTpanBa-
10TCS BOKPYr KONNIEKTUBHOW «OMonorndeckon cyabobl». Kpome Toro, CBa3mn Mmexxay UCTopusiMm
ob6pa3oBaHbl He COBMECTHbIM MepeXrBaHMeM 6osie3Hn, a O6LMM OMbITOM B3aUMOOENCTBUS C
TexHoormyeckomn naaTGopMon N «KONNEKTUBHBIM NHONBMAYANN3MOMY, POXAAIOLLMMCS B CeTe-
BoM o6LeHumn [Boyd, 2014]. MNMpu 3TOM reHOMHble faHHble, BCTPOEHHble B 6uorpaduyeckme
NMOBECTBOBaHWS, OKa3bIBalOTCSt CMOCOOOM MOHMMAHUS HE TONbKO UHAMBUAYANIbHOW, HO U KOJI-
NIEKTUBHOW MaeHTUYHOCTU. Ho 6onee BaXkHO, YTO OHM [afiv HOBbIN MMMYSbC NepeoLeHKe aun-
NeMMbl nature vs nurture, COBUHYB Yally BECOB B CTOPOHY NepBOW.

Tak, oupekTop npoekTa «'eHoOM YenoBeka», HobGeneBckun naypeat [I>K. YOTCOH, BbICTY-
nas nepen $GvHaHCMpPOoBaBLUMM NpoeKT koMuteToM KoHrpecca CLLUA, 3assnsn: «Mbl NpuBbIKIN
[yMaTb, Y4TO Hawa cyabba HavyepTaHa B 3Be34HOM Hebe. CerogHs Mbl 3HAeM, YTO B 3HAUYUTENb-
HOW CTeneHn Hawa cyabba 3aKksioyeHa B Hallnx reHax»'. Ecnm cyabba nponncaHa B reHax,
Kak yTBepxkgaeT K. YOTCOH, TO NepCOHanbHOM FrEHOMUKE MOXHO OTBECTU POJib TONKOBaTeNs
cyabbbl. Ho ogHO feno, ecain yenosek NonyvaeT peKoMeHAaUMIoO He 3aHMMaTbCs JIerkon aTne-
TUKOW, a Opyroe — Korga eMy coobLLatoT O BbICOKOM pucke 3aboneBaHus. Hy>kHo nn coobuiatb
O TakoM pucke?

Cneuynduka reHeTU4eckon MHpopMauum u npoodaeMa oTBETCTBEHHOCTU. [onbiTka oT-
BETUTb Ha 3TOT BOMPOC HeM36EXHO BeOeT K NpobnemMaTtnaumm NporHoCTUYECKON N CEMENHOMN
cneunduKkn reHeTU4eCKom MHGopMaLmMm Kak B chepe KOMMepYeCckmx TeCTOB, Tak U B 06nacTm
MEeOULIMHCKOM FreHETUNKM, a Takoke K HEOBXoaMMOCTN NepPeOoCMbICIeHNs ©6a30BbIX YCTaHOBOK MH-
dopMmnpoBaHns n KOHGUOEHLUMANBHOCTN B COBPEMEHHON MeauumHe. B yacTHOCTW, npuHumn
KOHPUOEHLMANbHOCTM OPUEHTUPOBAH Ha @BTOHOMHOTO MauMeHTa, KOTOPbIN CaM peLlaeT, KoMy
13 6NM3KMX, Kak U Korga nepegasatb MHPOpPMaUMIO O AMarHo3e 1 NporHose 3aboneBaHus.
M. TyppviHu n b. MNpaiiHcak yTBep>KAatoT, YTO reHOMHas MHPOpPMaLms SIBNSIETCS OOHOBPEMEHHO
JNINYHOM N COLMANbHOWM: OHa ABNAETCA JIMYHOW, HO ANns 6onee yeM ogHoro Yenoseka [Turrini,
Prainsack, 2016]. JomkHO N1 13 3TOro cflefoBaTh pacluMpeHne NpUHLMNG KOHGUOEHLUMANBHOCTA
B reHeTuKe, KOTOPbIN y4nTbiBan Obl MHTEPEChI KPOBHbIX POACTBEHHUKOB? VIHTEpECHO, YTO No
pe3ynbTaTtaM HekoTopbIX onpocoB 80% >kenatoLwmx NPONTHN TeCT B OOHOMN U3 KOMMEPYECKNX
KOMMaHuiA xoTenu 6bl Nepenatb nHGopMaLmto o puckax cesomm aetam [Cherkas et al., 2010].

[No MHeHWMIO NpepcTaBuTENEen YnpaBneHus no CaHUTAapHOMY HaA30py 3a KayecTBOM MNu-
LeBbIX NpoaykToB 1 MeaukameHToB CLLIA (FDA), ycTaHOBMBLLIErO 3anpeT Ha TeCTUPOBaHue
reHeTU4eCKon NPeapPacrnoNoOXXEHHOCTN YenoBeKa K 3aboneBaHnsaM, Kak 1 Tex, KTO 3TOT 3anpeTt
nognepykan, TeCTupoBaHne 6e3 y4acTusa Bpada MOXET NPUBECTU K HEFATUBHbIM NCUXONIornye-
CKMM peakLusiM, HebnaronpusTHO NOBAUATb Ha chepy MeaANLMHCKUX YCITYT U3-3a POCTa HEHYXX-
HbIX 3aMPOCOB Ha CKPUHWUHI U Ha ONArHOCTUKY, YyrpoXKaTb KOHOUAEHUMaNbHOCTN MHGOpMaLmn.

"Lt no: ¢. 29. Watson J. Time. Special Issue. 1996. No. 14.
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Mo3mumsa onnoHeHTOB Takoro pelueHns FDA 1 CTOPOHHMKOB OTKPbLITOrO AOCTYMa K NepCcoHarb-
HOMY reHeTU4YeCKOMY TeCTUPOBaHMIO Ga3npyeTCcsl Ha MHOXECTBE UCCNIeOBaHUA, B KOTOPbIX HE
BblSIB/IEHO B3aVMOCBSI3U MeXAy NoSlyYeHNEeM pe3ynbTaToB 6e3 KOHCYNbTaumm €O cneumanmcToM
1 KaKUMN-NMOO HeafLeKBaTHbIMU OENCTBUSIMU UK XKE OCTPOW NMCUXOSIOTMYECKON peakLmen no-
TpebuTenen Taknx ycnyr. B yactHoctn, P. IpuH 1 H. ®apaxaHn pe3toM1MpoBanu CBOM AOBOAbI
cnepyowmM obpaszom: «OcTopoXHbIN nogxon FDA MoxeT npenctaBnsTe HAMHOTO 60JIbLLYIO
yrpo3y Ans 340poBbsi NOTpedbutenen, YemM Bpen, KOTOPbIA OH CTPEMUTCS NMpeaoTBpPaTUTb»
[Green, Farahany, 2014: 286-287]. [10BOSIbHO OCTpble ANCKYCCUM Pa3BEPHYINCb BOKPYT NHdOpP-
Maumm o MyTaumm reHoB BRCA, KOTopble MOBbLILLAOT PUCK Pa3BUTUSI paka MOJIOYHOW >ene3bl
M ANYHMKOB. o AaHHbIM nccnenoBaHns koMnaHum 23andMe, — nMoHepa Ha pbiHKe NoTpebu-
TEeNbCKOW reHOMUKM, NOBeAeHVE Noder, NONYyYMBLUMX 3TY MHPOPMALIMIO CAMOCTOSATENIbHO, He
OT/IYaeTCsl OT MOBEAEHNS NaLUEHTOB, KOTOPbIE Y3Hanu O BbICOTE pPUCKa OT MeAULMHCKUX pa-
60THUKOB [Green, Farahany, 2014: 286-287]. [pyroi BonNpoc — Kak pacrnpocTpaHeHne Takomn
MHGOpPMaLMM MOXKET MOBAUSTbL Ha UX AaibHeNLIne B3aMMOOTHOLLEHUSI ¢ BAN3KMMU IOObMU.
CnegyeT N 3HaKOMUTb C HEO KPOBHbIX POACTBEHHUKOB W/ OPYruX YneHos ceMbn? [Mpn 3TOM
MOTyT ObITb Pa3HbIMU HE TOJIbKO OCHOBAHWS OTBETA Ha BOMPOC (YYBCTBO OTBETCTBEHHOCTH,
noboBb, 3a60Ta 0 Apyrux, coumnanbHble 06s3aTeNnbCTBa nepen TeMU, KTO HaXoAUTCS Ha VXKAW-
BEHWUW), HO U NOCNeACTBUS OT TaK UIIN MHAYe NMOHSTOM 3a60Tbl U OTBETCTBEHHOCTM. [axe oTka3
OT MHPOPMMPOBAHUS MOXET PacCMaTPMBaTbCS KaK BblpaXeHne OTBETCTBEHHOCTUW, CBSA3aHHOM
CO CTPEMJIEHMEM 3aLUNTUTb BN3KUX OT Ncuxonormyeckoro Bpena [Raz et al., 2014: 190].

[NpobneMa «reHeTU4eCcKor OTBETCTBEHHOCTU» Gblfla MOAHATA eLle B ANCKYCCUAX BOKPYT
npoekTa «[eHOM YenoBeka» Kak OTBETCTBEHHOCTU C TOUKM 3peHNs 06s13aTenbCTBa PackpbiBaTbh
pe3ynbTaThl TECTOB NapTHepamM 1 YneHaMm cembu [Kenen, 1994: 58]. Counonor megmumHbl H. Xan-
JI0y3N1N yTBEPXKAAET, YTO HarnpaBfieHHble Ha reHeTU4YecKoe TeCTUPOBaHME B OTHOLLEHUN pakKa
MOJIOYHOW Xene3bl U AMYHUKOB XKEHLLMHbI HE MMEIOT CBOOOAHOrO BbI6GOpa, MOCKOMbKY paccMaT-
PUBAIOT CBOM rEHETUYECKMI PUCK KaK MOpasbHbI BONPOC, NpeanonaratloLLmin 0CO3HaHNne CBOemn
OTBETCTBEHHOCTU nepen ApYyrMMu. VIX 4yBCTBO «reHeTUYeCKON OTBETCTBEHHOCTUY» BO3HUKAET
OTYaCTUN U3 «reHAEePHbIX ANCKYPCOB XXEHCTBEHHOCTU N MaTEPUHCTBA, NPU KOTOPbIX >KEHLUMH
paccMaTpuBaloT Kak OTBETCTBEHHbIX 3a 3a60Ty O Apyrux, HO He 06s3aTeNbHO TeX, C KEM OHU
6uonornyeckmn cessaHbl» [Hallowell, 1999: 616]. OgHako ecniv BAMSIHUE FreHeTUYeCKon UHPOop-
MauMM Ha CEMENHO-POACTBEHHbIE OTHOLLEHNS HE BbI3bIBAET COMHEHMWI, TO ee 3KCTPanonaumus
Ha npefcTaBneHus 06 aBTOHOMUK U NpeobiafaHne reHeTUYECKNX B3auMOCBSI3el Haf, coumalb-
HbIMW CBSI39MU, Kak yTBepykgaeT aHTpononor K. ®uHknep, noka BbIrNsaut NnpobneMaTtuyHom n
He HaxoauT yb6eauTenbHbIX NoATBepPXXAeHUI B uccnenoBaHusx [Finkler, 2000]. MHbiMK cnoBamu,
BbI30B CO CTOPOHbI «1AEO0I0MN FEHETUYECKOro HacieqoBaHUs» JOMUHMPYIOLLIEMY B 3anagHbiX
obulecTBax nHAMBUAYanu3My TpebyeT AanbHenWmx NCCieqoBaHun.

lNpaBo He 3HaTb. Ba>kHO Takke 06paTUTb BHUMaHME Ha OUCKYCCUM, pa3BOpaymBatoLLMecs
Y>K€ HECKOJNbKO OecCATUNETUI BOKPYr NMpaBa He 3HaTb. Ecnm BCNOMHUTBL nctopuio 60pbObl BO
BTOPOW MOJSIOBUHE MPOLLIOro BeKa 3a NpaBo NauMeHTa 3HaTb, TO MOMbITKa yTBepXKaaTb NpaBo
Ha He3HaHMe MOXKET MoKa3aTbCs Kak MUHMMYM CTpaHHON. [IoBONbHO OOMro NpaBo He 3HaTb re-
HETUYECKYI0 MHPOPMaLMIO NOABEPranoch KPUTUKE KaK MPOTUBOPeYaLLee LIEHHOCTSIM CEMENHOMN
CONMMAaapPHOCTN, 06S3aHHOCTSM Bpada coobLLaTh MakCMMasIbHO MOJSHYO MHGOPMAaLMIO U aBTOHO-
MUM naumeHTa. o MHeHWIo BedyLLlero Teopetmka B 06nact MeguumMHCKoro npaesa P. AHOOPHO,
MpPaBO He 3HaTb He NMPOTUBOPEYNT aBTOHOMUM, MOHMMAEMOWN KaK caMoonpefeneHne nHanBnaa,
a HanpoTuMB, SIBNSIETCS BblpaXKeHneM 31oro 6asooro npuHuuna. OH npeanaraet paccmat-
puBaTb aBTOHOMMIO 6oJlee LLIMPOKO — Kak cBOeOobpa3Hbi BbI6GOP B OTHOLIEHUM NHOPMa-
LMK, KOTOPbIN AOSKEH CTaTb CTOJb e yBaXaeMbIM, Kak U pelueHne 3HaTb. B TakoM pakypce
NPaBO He 3HaTb He MOXKET TPaKTOBAaTbCS Kak BO3BPAT K NaTepHasnm3mMy — cucTeMe B3auMOOTHOLLEHNIN
MeXay BPayoM U NnaumMeHTOM, B KOTOPOW AOMUMHUPOBaHME NepBOro B 3HAYUTENIbHOW CTENeHu
onpenensnocb ero 3HaHUAMM — NOCKOJIbKY BbI30B MaTepPHann3My OCHOBaH Ha TOM, YTO Jioam
0OJIXHbI CBOGOAHO AenaTb CBOW BbIGOP B OTHOLLEHUN nHbopMauun [Andorno, 2004: 435-439].
lMpun 3TOM NpaBO He 3HaTb SIBNSAETCS OTHOCUTENIbHLIM B TOM CMbIC/IE, YTO OHO MOXeT ObITb
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OrpaHNYeHo, Korga packpbiThe MHGOPMaLUmM HeobxoamMMo, YTObbI N36eXXaTb HaHECEHMsl Cepbes-
HOro Bpefa TPETbUM JLaM, OCOBEHHO YfleHaM CEMbM, eC/IN CYLLECTBYET Kakas-nIMbGo BO3MOX-
HOCTb MPO®UNAKTUKN UK fiedeHust. NoneMuka BOKpyr rnpaBa He 3HaTb Mokasasnia 060pOTHYO
CTOPOHY MHPOPMUPOBaHMS O AMarHo3e, 6peMeHN 3HaHMS, KOTOPOE MOXKET CTaTb HEBbIHOCKMMBIM,
NMPVBECTN K CEPbE3HON Aenpeccun, oka3aTb HEraTUBHOE BJIUSIHUE Ha CEMENHYIO U CoLMalibHYO
>KM3Hb B CJlydasiX, KOrga HeT BO3MOXHOCTM YTO-NMGO NPeanpUHATb — CHU3UTb PUCK UL NONYYUTb
3pPeKTMBHOE NeveHue.

DTO He3HaHMe He O3Ha4aeT, YTO YesIOBEK He MMeeT OBLMX NpeacTaBleHnn O puckax,
KOTOpbIe KacatoTcs ero 340poBbsl, B TOM YMcsie reHeTndeckux. OgHaKko OHM MOTryT BOCMPUHN-
MaTbCsl HACTONbKO OTAANIEHHO, YTO KaXKyTCsl MPaKTUYeCkn HepeasbHbIMU. [eHeTu4eckoe TecTu-
pOBaHMe BO MHOIMX C/Ty4asix MOXKET MPeBPaTUTb CMYTHbIE OMaceHns B peanbHOCTb, C KOTOPOM
YernioBekK He BCerga rotoB CTONIKHYTbCS 34eck U cenyac. C. TumMmepMaHc u M. byxbuHaep Teo-
PeTNYECKN KOHLENTYaNnM3npoBanu pasfinyHble acnekTbl COCTOSIHUSI MexXay 340POBbeM 1 6ones-
HblO B HOBOW MALIMEHTCKOWN PO — «MaLMEHT B OXXUOAHUN», MOOYEPKHYB, YTO OXuAaHue Oyaet
MOCTOSIHHOM POPMOWN JINMUHANILHOCTN COBPEMEHHOWN MeauLMHbI. B cBoeM nogxope oHu Takke
YYnn gpyrue Teopetnyeckue npoekLmmn BO3MOXHbIX 30H HeonpeaeneHHocTr [Timmermans,
Buchbinder, 2010], a UMEHHO: «4aCTUYHblE MALUMEHTbI» — NoaN MHGOPMUPOBAHHbIE O BbICO-
KOM pucke 3a6onesaHus [Greaves, 2000], «<npoTo-60ne3Hb» — 6€CCUMNTOMHOE COCTOSIHUE, MPU
KOTOPOM pa3BMBaETCs Kakoe-nmbo 3abonesaHune, HanpuMmep rmnepToHus [Rosenberg, 2009].

Mo3uums Tex, KTO CYMTAET, YTO YESIOBEK AOJDKEH MOJyYaTb MNOSHYIO MeQULMHCKYIO MHDOP-
Mauuto, B TOM YNC/Ie O MPOrHO3MpPYEMbIX U AaXKe Hen3fneunMblxX B HacTosLee BpeMs 3aboreBa-
HUSIX, KaK NpaBuno, 6a3mpyeTcs Ha MOHMMaHUM PUCKa Kak HEOTbEMJIEMOIO 3/1IEMEHTA B XXU3HMU
coBpeMeHHoro YenoBeka. COOTBETCTBEHHO, MPUHATE BO BHUMaHME MeauLUMHCKOro pucka noa-
pa3yMeBaeT COOTBETCTBYIOLLYIO OPraHU3aLmio XXN3HN 1 CoLManbHOe Npu3HaHne pasHoobpasuns
6onesHen [Raz et al., 2014: 193]. OgHako nocnegoBaTesibHas MeanKanmsaums pucka MoXeT
OKa3aTbCs CNOCOBOM NepeoCMbICNIEHNSI NOEHTUYHOCTU U B UTOre NPUBECTU K reHETUYECKOMY
OETEPMUHM3MY UM 3CCEHLUMANN3My, Ha YeM akLeHTMpoBan BHUMaHue Y. Ctemncu: «Ecnm gns
JINYHOCTM XapaKTePHO Hann4yne onpeneneHHonm reHeTUYeCKON KOHCTUTYLMN, @ KOHKPETHast re-
HeTMYecKkasl KOHCTUTYLMS YeNloBeKa Ha CaMOM Jerie SIBISIETCS reHeTU4YeCckuM 3aboneBaHunemM,
TO CaMa MAEHTUYHOCTb — 3TO 6osie3Hb. Y Hac 6onblue HeT 6ose3HM; Mbl — 6one3Hb» [Stempsey,
2006: 198]. B 6onee WMPOKOM MaHe B3NS4 Ha XXN3Hb CKBO3b MPU3MY reHeTUYeCckom npeno-
npeaeneHHoCTU rpo3nT AOBOJIbHO GONbLUNMMU NPOGIeMaMM — OT «EBreHUKM HOPManbHOCTU»
(3.0. Kennep) go coumanbHOro AOMUHMPOBAHMS, CEKCM3Ma U pack3Ma. TakuM ob6pasomM, Bom-
poc: «4T0 3HAUUT GbITb 340POBLIM UM GOMbHBIM B 3MOXY MTEHETUYECKOrO TECTUPOBAHNS?» TECHO
CBI3aH He TONbKO C KJIMHUYECKMMM NoKasaTensiM1, HO U ApYyrMMn GpakTopaMu: OT OTHOLLEHMS
K pUCKaM OO Bepbl B HOBblE€ TEXHONOMNN.

PaclumpeHne BO3MOXKHOCTEN versus ycuneHue 6uoBnactu. B Havane XX B. TexHu4yeckas
CTaHOapTM3auus TEpMOMETPOB U UX MacCOBOE MPOU3BOACTBO MO3BONAM CaMUM MNaLMeHTaM
6e3 NoMoLM AOKTOpa U3MepsATb TeMMnepaTypy Tena. DTO Bbi3Basio BO3MYyLLEHNE cpeau Bpa-
Yel, KOTOpble XKanoBaJIMCb Ha KHECAHKLUMOHNPOBAHHOE MPUCBOEHNE» MeONLIMHCKOM KOMMETEH-
UMM N BEPOATHOCTb TOMO, YTO MaLMEHTbl CMOMYT KOHTPONMPOBaTb Ce6s UNn aaxe OOKTOPOB,
«npuobpeTas MeanUMHCcKMe 3HaHus» [Hess, 2005]. bnnskas nctopusi cBsizaHa C BXOXKAEHMEM B
MEeOULIMHCKYIO NMPAaKTUKY N NOBCEAHEBHbIN ObIT PTYTHLIX COMrMOMaAHOMETPOB — NPMOOPOB AN
M3MepPEeHNsi CUCTOSINYECKOTO 1 AMACTOINYECKOro AaBEeHNS KPOBU — NpeaLeCTBEHHNKOB Hbl-
HeLWHUX ToHOMeTpoB. OHKM GbiNn N3006peTeHbI eLle B KOoHLe XIX B. 1, HECMOTPS Ha nNocneayto-
LMe yCOBEPLUEHCTBOBAHMS, MOYTA MOJSIBEKA OCTaBaIMCb HEMPOCTLIMU B 3KCMlyaTauum 1 Joc-
TaTOYHO goporuMm yctponcteamun. Jo cepeaunHbl 1960-x rr. MM Nofb30BannUCb B OCHOBHOM
npodeccnoHasbHble Bpayn Npu BCel O4EBUAHOCTN U faXke HEOOXOAMMOCTU MPUMEHEHUST NX
Ha ypoBHe 6OJbHbIX A1 CAMOKOHTPONS 3a caMo4vyBcTBMEM. M BOT B kOHLe XX B. BONpOC O
BJINSIHUN HOBbIX TEXHOJIOMMIA Ha MOJIHOMOYMSI HECNEUMannUCToB B chepe MeamumHbl 1, B YacT-
HOCTW, NONb30OBaTeNeN reHHOM MeanLMHbI He OrPaHNYNIICS BblpaXkeHNeM onaceHun. MeguumH-
CKUN NCTEBGNNLLIMEHT NMoLuen ganblue, BBeOs B psiae CTPaH 3anpeT Ha TeCTUpoBaHme 3aboneBa-
HUI. B TO >xe BpeMs «TexXHONIOrMmn CaMoCT» NOTPEBUTENbCKON reHOMUKN BbIIY MOHATbLI B ABYX
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NMPOTMBOMOJIOXKHbIX TEOPETUYECKMX NepcneKkTUBax: Kak paclumpeHne BO3MOXKHOCTEN NOMb30-
BaTeNen 1 Kak ycuaeHne gucLMnaMHapHoOW BiacTu.

C TOUKM 3peHnst NepBOro Noaxona reHeTu4eckoe TeCcTMpoBaHue 6e3 y4acTus cneumanncTa —
3TO BblpaXkeHWe HAMBMAYaNM3Ma 1 peanusaumst ngeana MM4Horo Boibopa B chepe 34paBoOX-
paHeHus, KOToOpOoe CTasio BO3MOXHbIM Grarofapst KOHBepreHunmn MHPOpPMaLMOHHO-KOMMYHU-
KauuoHHbIx TexHonoruin (MK) n 6uotexHonoruin. PaclumpeHve nosHOMOYMn U HE3aBUCUMOCTb
OT Bpaya U UHCTUTYTOB MeOuLMHbI B LLeJIOM pacCMaTPMBAIOTCS B paMKax «MapTULMNATUBHOIO
MOBOpPOTa» B 3APaBOOXPAHEHNN, @ UMEHHO: KaK OfHa U3 CTOPOH Gonee LUMPOKOW TeHAEHLMN
pacwmpeHust NpaB U BO3MOXKHOCTEN NMaUMEHTOB B CUCTEME OKa3aHUs MeaMLMHCKOM NMOMOLLM
M C TOYKN 3PEHNS aKTUBHOIO BKJIIOYEHUS HECNELMANNCTOB B BMoMeanUUHCKNE NCCeqoBaHUS.
B Takom onTuke oHa AOBOJSIBHO YAaCcTO COOTHOCUTCS € MOOWIIbHBIM 34PaBOOXPaHEHNEM, rae
ycrnexmn KoHBepreHuum 6mo- n MK texHonormmn B Buage MHOXXecTBa MOOUIbHBIX MPUOXEHUN
[0J1 CAMOMOHUTOPWHIA, CAMOAMArHOCTUKM U ONTUMU3aumm o6pasa >KM3HM Hambosiee o4YeBUaHbI.
OpureHTUpOBaHHbIE OOHOBPEMEHHO Ha chepy 34PaBOOXPAHEHUS U HA pPaCTyLUn NoTpedbuTenb-
CKWI PbIHOK, CBA3aHHbIN ¢ 06pa3oM xwu3sHu (lifestyle), oHM cTaBAT Noa BONpoC TPaauLMOHHbIE
MOOenu perynmpoBaHusl, Tpebyst yunTbiBaTb UX «rMbpuaHbIN XxapakTep» [Lucivero, Prainsack,
2015]. OTKpbIBasi HOBble BO3MOXHOCTU A1t CAMOMO3HaHWS!, YNPaBeHNs XXM3HEHHbIMU PUCKaMU,
CO3[aBas yCioBus Ansl Bbibopa Ha OCHOBE G1ONIOrMYeCcKnX AaHHbIX, NOTPebuTenbckas reHOMUKa
BCe Oonblue NoATankmMBaeT NoTpeduTenen K oruke BIOXKEHUI B «OMONOrnYecknin Kanmrtan»
(K. Pap>kaH), KOTOpYtO, B CBOIO o4epefpb, Noaaep>KMBaeT pekslaMma nepcoHanM3npoBaHHoOM Me-
OWLUMHBI, NpoaBUraeMas GUOTEXHONOMMYECKUMM KOMMaHUSMK. [pr 3TOM ONTUKa «KanuTanmucTu-
YeCKnx» NOAXOAOB K NepCoHasIbHOM reHOMUKE PacKpPbIBAET €€ He TOJIbKO Kak OCHOBY reHepu-
POBaHNS XXU3HEHHOTO KanuTana, Ho U Kak 3GdeKTUBHYIO CTpaTernto BbiCTpanBaHusl Gyayuiero,
yu4nTbiBatoLLyto BGrosiormyeckne GpakTopbl MaKCUMMU3aLMM BO3MOXKHOCTEN.

Lpyroe noHvMaHve pa3BuUTUS NOTPEOUTENLCKOM reHETUKN Ga3npyeTcs B TOM UK MHOW Mepe
Ha ngeax M. Oyko (NnpeacTaBneHHbIX Npexae BCero B kKHure «PoxxaeHve KnnHukmu», 1963 . v B
Kypce nekumn «PoxxgeHne 61MononnTUKny, NPOYMTaHHOM UM B KoHUe 1970-x rr. B Konnex ge
®paHc). Tak, M. Onaysp n [l. XvT 3as8BUNK, YTO FEHETUHECKUI CKPUHWHT, TECTUPOBaHNE U NCCedo-
BaHWUSi MOTYT NOPOAUTb HOBYIO GOPMY ANCLIMMIIMHAPHOW BNacTK, C KOTOPOW 6yayT CBsS3aHbl HOBble
CUCTEMbI HAA30Pa N KOHTPOJSISI CO CTOPOHbI NMPAaBUTENbCTBEHHBIX YHPEXOEHWI, CTPAXO0BbIX KOMMa-
HUIA UK NOCTaBLUMKOB MeauumHckux ycnyr [Flower, Heath, 1993: 29]. Hanpumep, npeHaTtanbHas
reHeTn4eckasl AMarHoOCTUKa Bbi3bIBAET MHOXECTBO 3TUKO-aKCUOMOrMYECKMX CMOPOB, MOCKOSbKY
npodunakTnka Ha CaMOM [efne O3HavaeT NpeaoTBPaLLeHMe POXKAEHMS! AeTEN C U3BECTHbIMU reHe-
TUYECKMMN MYTaUMSMN U MPEBPALLEHME MOJIOAbIX Map B POAUTeNen ¢ OrpaHNYeHHbIMU BO3MOX-
HOCTSIMU. B pe3ynbTaTe BO3HMKAET 3aMpoC Ha KOMMJIEKCHbIE NMOAXOAbl COLIMONYMaHUTAPHOM 3KC-
nepTn3bl, CNOCOBHbIE HE CTOJILKO COrflacoBaTb KOHKYPUPYIOLLME B3rNsSabl — Kak MPaBuiIo 3TO He-
BO3MOXHO — CKOJIbKO HalTy Ga30Bble NMPUHLMMLI, ob6ecneymBaloLme HEKOTOPbIA CoLMalbHbIN
KOHCEHCYC OTHOCUTESIbHO LIEHHOCTU YeSIOBEYECKOM XM3HM, KOHPUOEHUMANbHOCTY, MPaHNLL, AOMnyC-
TMMOTrO BMeLLATENbCTBA B PEXKMMbI eCTECTBEHHOWN AaHHOCTY 1 T.M. Cneumndrka KOHCEHCYCa BAUSET
Ha 0CO6EHHOCTM 3aKOHOAATENbCTBA B TEX U/ MHbIX CTPaHax, a Takke Ha NpoLeccbl Megukanmsa-
UMM 1 TexHoMeaukanmsaumm obLiecTBa, KOTopble B chepe reHeTUKM TEOPETUYECKN KOHLENTYya-
JNIN3MPOBaHbl COLMOSIONOM MeguLUmMHbl 3. JInnnMaH Kak reHeTu3aumsa obLuecTsa.

FeHeTu3aumsa obuwecTBa. OTTaNkMBasiCb OT KOHLENuUUu mMeamkanusaumm obulecTsa,
2. JlunnmaH choKkycnmpoBana BHUMaHME Ha COUMalibHbIX U3MEHEHUSIX, KOTOPble MOryT Npou-
30MTW B pe3ynbTaTe akTUBHOIO Pa3BUTUS FrEHETUKK, onpeaennia reHeTu3aumio Kak «npoLiecc,
B XO[e KOTOPOro pasnunyns Mexxay oTaenbHbIMU nnuammn ceoasaTcs K nx JHK, npu 3ToM npuyimrHbl
OONbLUNMHCTBA PAcCTPONCTB, GOPM NOBEAEHUS U MCUXONTIOMMYECKNX OTKIIOHEHUI ONPELENsIoTCs,
Mo KpanHel Mepe YaCTUYHO, KakK reHeTuyeckme. DTo OTHOCUTCS U K NPOLECCy, B paMKax KOTO-
|POro OCyLLEeCTBASIOTCA BMELLATENIbCTBA C UCMOMb30BaHMEM FreHEeTUYECKMX TEXHONIOMMIA Ons pe-
LeHns NpobneM co 340pOBbeM. B pe3synbTaTe 3TOro npouecca 6uonorus YenoBeka oLNG0YHO
OTOXAECTBSETCS C FreHETMKOM YesioBeka, MoapasyMeBasl, YTo NocsieaHss AeNCTBYET B OANHOUKY,
[enas Hac TakuMin, Kakme Mbl ecTb» [Lippman, 1991: 19]. CBeneHne Mopenen 300p0OBbS U
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6Gone3Hen K reHaM O3Ha4aeT, B TPAKTOBKE UCC/IeoBaTeNbHULbI, LOMUHUPOBAHNE FreHETUYECKOrO
ouckypca He Tonbko B CMU 1 B obLecTBeHHON cdepe, HO 1 B cpeae npodeccrmoHanos. B pe-
3ynbTaTe reHeTukKaM OTBOOUTCS BeAyLlas posib B MOHMMaHUN pspa PacCTPONCTB U HapyLue-
HWUI, B NOUCKE METOLOB JIeYeHMUs, YTO onpefensieT Heo6Xo0AMMOCTb Hay4HbIX UCCIIeLOBaHMUN
ONS nanbHenwero KapTMpOoOBaHUSa 1 n3ydeHust reHoB [Lippman, 1992: 1470]. MNo npowecTtsumn
MoYTW TPUALATU NIET OYEBMAHO, YTO MHOrMe Te3uckl 3. JInnnMaH okasanncb fanekun oT peasb-
HOCTW: reHeTUYeCcKne OUCKYPCbl He CTany 4OMUHMPOBAaTbL B MeQULMHE B MOMHOW Mepe, reHe-
TUYECKUIN ETEPMUHN3M U PeayKUMOHM3M BbIN 3aMeHeHbl 6oree CJIOXKHbIMA MOAENSAMU POSv
reHeTn4yeCcknx GaKkTopoB B 3TUONOMMK 3aboneBaHnin; OBLLECTBO He CTano CTpaTUGUUMPOBaH-
HbIM MO FreHeTUYECKMM MPU3HaKaM; reHeTM4Yeckme 3HaHNs OKa3bIBalOT OrpaHNYeHHOe BMSIHUE
Ha MNPOrHO3MPOBaHUE PACCTPOMCTB; FEHETUKN HE MMEIOT 3Ha4YMTENIbHON BlacTy B NepecMoTpe
npo6nem co 3goposbeM [Weiner et al., 2017]. Bonee Toro, KoHUeNUMa reHeTU3aUnMM He CMorna
MONMHOCTbLIO 3aMEHUTb ANCKYPC MeauKanu3auum B coumanbHbIX UCCNeAoBaHNSX MeauLmHbI 1
6103TMKKN. OJHaKO, aKLIEHTUPOBAB BHMMaHME Ha COLMOKYILTYPHBIX GaKTOpax YCUNEHUSI FeHeTU-
YeCKOWN ONTUKM U NoKa3ae, Kak ANCKYPCbl FeHETUKN BNNCbIBAOTCS B Gomee LUMPOKNE ANCKYCCUn
06 ynpaBneHun 300POBbEM, KOHLEMLMSI OKa3anacb BaXXHbIM CMOCOBOM COLMOryMaHUTapHON
pednekcnm puckos, KoTopble 06Cy>Xaanncb Ha NepBbIxX dTanax npoekTa «feHOM yenoBeka».
HecMoTpsi Ha HekoTOpble KOHUENTyasbHble C/TaboCT U MPOrHOCTUYECKME HEYBS3KU, naes
reHeTM3aumm BHeC1a CyLLeCTBEHHbIN BKa B MOHUMaHME TOro, Kak reHeTnyeckue OUCKypChbl
BNIMSIIOT Ha OyayLume nUccienoBaHusl, coumasibHble MPOEKTbl Y MPOrPaMMbl.

3akso4veHue. MNoTpebutenbckas reHOMMKA — 3TO COLIMOTEXHMYECKas MIHHOBaLMs, KOTopas
oKa3sana BNnsiHMEe Kak Ha crnocobbl caMonaeHTudMKaumm MMYHOCTU U coLmanbHble OTHOLLEHMS],
TakK N Ha 3KCMNEepPTHble MOAENN N PEXMMbl MPOU3BOACTBA 3HAaHMA B 6GuoMeguunHe. lMNepe-
OCMBIC/INB, YTO 3HAYUT ObITb 340POBLIM N GOJIBHLIM B 3MOXY NMPOrHOCTUYECKON MeauLMHbI,
6voMeauLUMHa U reHOMKMKa MoKa3anu, Kak G1onormyeckuii noTeHuman MoXeT cTaTb 6uonorunye-
CKMM KanuTasioM, a HOBble POACTBEHHbIE CBA3M MOTYT BO3HUKHYTb B pe3ysibTaTe TeCTUPOBAHUSI.
OpureHTUpyaCb OOHOBPEMEHHO Ha PbIHOK U Ha cdepy 34PaBOOXPaHeHWs, NoTpebuTenbcKas
reHoMMKa cTtana OfHUM 13 NPUMEPOB TOro, Kak B pe3ynbTaTte KoHBepreHumn UK TexHonorum
1 BMOTEXHOIOMMIA MOTYT TPAHCHOPMMPOBATLCS TPAOULMOHHbBIE CBS3M MeXay NoTpebutensMm
MeOULIMHCKNX YCIIYT 1 BpadaMu, Kak BO3HMKAIOT HoBble chepbl «3ab0Tbl O cebe» 1 HOBble Cro-
cobbl camongeHTudmKaumn. Vix coupmoryMaHuTapHble N3MepeHust yxke CTanun npegMeToM Teo-
PETMYECKOro MHTEepeca CreLmnanncToB, a AalbHeNle NCCNENOBaHNS MO3BOJIAT JIyyLLE MOHSATb
MX BJINSIHNE Ha YenoBeka 1 obLLecTBO.
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Abstract. The article reveals some of the socio-humanitarian problems of direct-to-consumer
genomics, examines its influence on the understanding of identity, social relations, and the relationship
between consumers and healthcare providers. Particular attention is paid to the prognostic specificity of
genetic information, which calls into question the traditional ideas about risks and informing in medicine,
forming new areas of “self-care” and new areas of responsibility. Two theoretical approaches to assessing
the prospects for the development of genomic medicine are considered: empowerment users and
increasing biopower. Particular attention is paid to the concept of genetization of society, which could
not completely replace the discourse of medicalization in social studies of medicine and bioethics, but
showed how new knowledge about the human genome affects social contexts of the development of
biomedicine, fits into broader discussions about health management, defines the research agenda.
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