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B mporecce ObIcTporo pasBUTHsS TE€HOMHBIX TEXHOJOTHH BO3PacTaeT pONb 3TUYECKUX KPHTEPHEB U OLEHOK,
KacaloIUXCsl TAaKMX BAXHBIX MpPoOIeM, KaK PerylupoBaHUE HAYyYHBIX HCCIEIOBAHUII B 00JACTH TEHOMHKH, a TaKkKe
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U MOJTY4YEeHUsl OCO3HAHHOTO COTJacHs Ha y4yacTHe KaK B MPOLEdypax TECTUPOBAHMS U TE€paluu reHOMa, TaKk M B KauyecTBe
00BEKTa HAYIHBIX HCCIIEIOBAHUI.

B pesynbrate cozmanns OMOOAaHKOB KJIETOK M TKaHeW dermoBeka u 0a3 mepcoHanbHeIX qaHHEIX JJHK k nuamory Bpau—
MAIMEeHT MOTYT ITOJKIII0YaThCs TPEThH CTOPOHBI. Pa3BuTHE MH()OPMAIIMOHHBIX TEXHOJIOTHII MO3BOJISET MOIYyYaTh JOCTYII,
MacCOBO KOIIMPOBATh M COXPAHITh B HHPOPMAIIMOHHBIX «00JIaKax» MHTEpHETa JI00ble TaHHbIC, BKJIIOYasl EePCOHATIbHbIC
JaHHBIE JINYHOCTH, MEAMLMHCKHE M TeHeTHdeckue mpodunn. Takue BHOBb OTKPBIBAIOMIMECS BO3MOKHOCTH TPeOyIoT
HUX OCMBICIICHHSI U aHAJHW3a B paMKaX IIOCTYJIATOB OHOATHUKH C IEIbI0 COBEPIICHCTBOBAHHS IIPABOBOTO PETYINPOBAHUS
OTHOIICHUH MEX 1y TeHOMHBIMH KOMIIAHUSMH U UX KIHEHTaMH.
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Genome technologies rapid development increases the role of ethical criteria and assessments relating to such important
issues as regulation of scientific researches in the field of genomics, as well as the ethical dilemmas that arise because of the
genomes program testing and therapy realization.

We also discuss problems of the respect and individual’s autonomy protection as well as their full information and in-
formed consent before to participate in procedures for testing and treatment of the genome or to be an object of scientific
researches.Because of the human tissues, cells biobanks, and individual DNA databases creation, third parties could be add to
the dialogue doctor—patient.

Development of information technology makes it possible to access, copy and store large quantities of information in the
internet clouds of data, including personal data as well as individual medical and genetic profiles. These new opportunities
require their comprehension and analysis in the postulates of bioethics in order to improve the legal regulation of relations
between genomic companies and their customers.
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NupuBuayajibHasi aBTOHOMHMSA M COUMYM. BpICTpoe pa3BHTHE T€HOMHBIX TEXHOJOTMH M CUCTE-
MHOM OMOJIOTHH B TIOCIIEHHE J1Ba AECATHIICTUS TIO3BOJIMIIO CAENATh CyIIECTBEHHBIN CABUT B IIOHUMa-
HUW OpraHU3alliyd I'eHoMa YesioBeKa M poJiM M3MeHeHuH nocnenoBaTenbHocTel JJHK B Bo3HHMKHOBE-
HUU HacleJCTBEHHBIX 3a00neBanuid. Pa3paboTaHbl TEXHONIOTMH TECTUPOBAHUS TEHOMA YEJIOBEKA U €T0
Tepanuu. Bo3Hukinn OmoOaHkM yenoBeka M 0a3bl gaHHbIX reHoMHON JHK oTnenbHBIX MHIMBUAOB,
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BBICKa3bIBAIOTCS TPEJIOKEHHUSI TI0 HCKYCCTBEHHOMY YIIYUIICHHIO €r0 T€éHOMa C IMIOMOIIBIO HOBBIX TeX-
HOJIOTHH. B CBSI3M ¢ 3TUM BO3pacTaeT poiIh ITHYECKUX KPUTEPUEB U OLIEHOK, KACAIOIIMXCS TAKUX BaXK-
HBIX MPO0JeM, KaKk peryJnpoBaHNe HAyYHBIX MCCIEIOBAaHUN B 00JACTH T'€HOMHKH, a TaKXKe MPaKTH-
YECKOI'0 PCHICHUA 3TUYCCKUX AUJIEMM, BOSHUKAIONINX B PE3YJIbTAaTC BOIJIOMICHUA B XXU3Hb IIPOrpaMm
TECTHPOBAHUS U Tepanuy reHoMa. BeraeT Takke mpoOiieMa CoOM0ICHUS U OXPaHbl aBTOHOMUU WH U~
BHU/JIOB, MX TTOJTHOTO WH()OPMHUPOBAHUS U TONYUEHHUS OCO3HAHHOTO COTJIACcHs Ha y4acTHe KaK B IpOIie-
Aypax T€palliu, TaK 1 B HAYYHbIX UCCJIICIOBAHUAX.

B pesynbrare coszmanus 0AaHKOB KJIETOK M TKaHEW desioBeka (OmobaHkoB) u 0a3 manHbix JJHK
K JIMAJIOry Bpady—IalleHT aHOHUMHO U 0€3 IOpPHJIMYeCKOro 000CHOBAHUS MOTYT MOJKJIOYAThCS TPe-
ThH CTOPOHBI B JIMIE CHCTEMBI 3[paBOOXpaHEHUs, paboToaaTeNeH, CTPAXOBBIX YUPEXKJACHHUH, KOM-
MEpUYECKUX CTPYKTYp, MTPAaBOOXPAHUTEIBHBIX OPTaHOB, & TaK)Ke MPE/ICTABUTEIECH OpraHW30BaHHOW
MPEeCTYMHOCTU. B 9T0ii cBsI3u reHeTHuecKast HHPpOpMaIHs TPHOOPETAET CBOIO TICHY U MOXKET BBICTY-
MaTh B Ka4eCTBE TOBapa Ha phIHKE. Pa3BuTne MHGOPMAIIMOHHBIX TEXHOJOTUN MO3BOISAET KPYITHBIM
MEXIyHAPOIHBIM KOPIIOPAIHMSAM IMOJy4aTh JOCTYI, MaCCOBO KOMMMPOBATh M COXPaHITh B HH(OpMa-
IHOHHBIX «00JaKkax» WHTEPHETa JII00bIe aHHBIE, BKIIIOYAs MEPCOHAIBHBIC TAHHBIE JTUYHOCTH, €ro
MEOIHUIINMHCKHNE U TCHECTUYCCKUEC ocobennocTH. Taknue BHOBb OTKPBIBAOIIUECA BO3MOXHOCTHU Tpe6YIOT
UX TEOPETHUYECKOTO aHaJu3a B paMKaxX OMOITHKHU M MOCIEIYIOUIET0 MPaKTHUECKOTo PEelIeHHs B 00-
JIACTHU MPABOBBIX aKTOB.

Ha mpoTsikeHnn mociegHuX JABYX CTOIETHH €BpPOIMEHCKOW MBICITBIO BHIPAOOTAHO TMPEICTABICHHUE
0 HEOOXOIMMOCTH yBaXKaTh KaXIyt0 JTUYHOCTE U IIPABO WHANBHUIA ACTIaTh CBOM MOpabHEIH BEIOOD [1].
Ha »ToM 0cHOBaHO TIOJIOKeHHE 00 WHIUBUAYAJIBHOM aBTOHOMHHU, KOTOPOE HAIIIO OTPa)KeHHE B Ipa-
BOBBIX JOKYMEHTaX MHOTHX CTpaH. KakJplii MHIUBU] BiaJieeT IPaBOM BhIOMpATh CBOW YKU3HCHHBIH
MyTh, ¥ 3TOT BEIOOD ClIeyeT yBaxarh. B MEIUIIMHCKON 3THKE YTBEPAMIICS IIPUHIIAIT ABTOHOMUH TIaIlH-
€HTa, KOTOPBIN MpeaycMaTpUBAET MONYyUeHHE ero MPEeIBapUTEITHLHOTO COTTIACHs Ha JII0ObIe METHITHH-
CKHE BMCIIATCIbCTBA U IPOUCAYPbI, YEM HOJIPKHBI PYKOBOACTBOBATHLCS paGOTHI/IKI/I 3ApaBOOXPAaHCHUA.
D10 KacaeTcs Takke MH(OPMAIUUA O COCTOSIHUU 370POBbs YEJIOBEKA M HEOOXOJAMMOCTH COOJIIOICHUS
BpayeOHOHN TalHBI.

Ho Ha mpakTuke Ka)XIplif 9YeT0BEK CBSI3aH CEMEHHBIMU, IPYKECKUMH, CIIY>KEOHBIMHU, OOIIECTBEH-
HBIMU OTHOIICHHUSAMU C JPYTUMHU JIIOAbMHU U COUHAJIBHBIMU CTPYKTYpaMU WU HE SABJIACTCA HU30JIUPO-
BaHHBIM OCTPOBOM B JIFOJICKOM OKCaHC. HOCKOHBKy BI)IGOp ImanmueHTa MOXET OKa3bIBaThb HEIraTHBHOC
BIIMSTHUE HA TPEThU CTOPOHBI, IOCTOJIBKY TaKOW BBIOOD IMOJIy4YaeT MPU3HAHUE JIUIIb B CIy4ae, €CIIH He
HAHOCHUT UM Bpejia. DTO eIMHCTBEHHOE OrpaHUYEeHHE COIMYMa Ha WHIMBHIyaJbHYI0 aBTOHOMHUIO. [la-
paauTrMa rpaB TalMeHTa 1 00sS3aHHOCTh Bpada yYBa)KaTh 3TH MPaBa IOPUANIECKH 3aKPETIICHEI.

HpI/IMeHeHI/Ie TECTUPOBAHMN I'€HOMA IMO3BOJIACT BBIABJIATH HOCUTCIILCTBO MHAUBHUAOM MYTAaHTHLIX
T€HOB, CIIOCOOHBIX BBI3bIBATh HACJIC/ICTBEHHBIC OOJIC3HU, a TAKKE OHKOI'CHOB. DTa HH(POPMAIIHS MOXKET
OKa3aTh CHIIFHOE BIIMSTHUE Ha BHIOOp OyAyImero obpasa >KM3HHM KaK CAMHUM TAI[UEHTOM, TaK U ero poj-
CTBEHHHKaMH. 3/1eCh MOTYT BO3HUKATh CaMble pa3Hble MOpajbHbIe AuieMMbl. OnHa U3 HUX KacaeTcs
caMoro MaiueHTa, ero InpaBa 3HaTh WM HE 3HATh Pe3yJIbTaT TECTHPOBAHHS €ro reHoma. Jlemno B Tom,
4YTO HOCUTCIILCTBO MYTAHTHOI'O, MJIM OHKOI'CHA, HC O6$I33TCHI)HO BcerJga BEACT K BOBHHUKHOBCHUIO 60-
JIE3HU, TIOCKOJIBKY €T0 MPOSBJICHWE BO MHOTOM 3aBHCUT OT BIIUSIHUS IPYTHUX T€HOB, YKOJOTHYECKHUX
YCIIOBHM W CTHIIS KM3HH. B cirydae, eciu manueHT ciejaeT BHIOOP B MOJIB3Y HOPMABHOM 3KOJIOTHH
W 3]I0pOBOro 00pasa jKHM3HH, TO 0OJIE3Hb, BO3MOXKHO, Y HEro He HacTynuT. Eciu ke OH couTeT 3To
¢aranbHBIM COOBITHEM M, OTKA3aBIIUCH OT OOPHOBI U MpO(UIAKTUKH OOJNE3HU, HE CTAHET € COIpOo-
THUBJISITHCS, @ B XYJIIIEM CIy4ae COYTET ATO JUIICHHBIM CMBIC/IA, TO TEM CaAMbIM IPUOIU3UT MOMECHT
TParu4ecKkoro 3aBepIleHUs CBOeH KU3HU. VI3BeCTHBI Takke cirydau, Korja OONbHBIE B MOJOOHBIX 00-
CTOSITENIbCTBAaX MPHOETra y K KpaifHUM MepaM, BKITto4asi CyHIIH/I.

Bropast aTrueckas quieMma MOKET BOZHUKHYTh TIepe/] MPOOaH IOM B CBSI3U C TEM, CIICAYET UJIU HE
cleyeT coolIIarh 0 pe3ynbraTax TECTUPOBAHUS T€HOMA CBOUM POJICTBEHHUKAM, YTOOBI HE HAHOCUTH
UM TICHXOJIOTHYECKYIO TpaBMy. B cilydae MOIOKUTENHHOTO pENIeHUs MAIlUeHT PUCKYEeT OKa3aTh He-
TaTUBHOE BJIMSTHUE HA JAJIbHEHIIYIO )KU3Hb CBOMX POJICTBEHHUKOB. ECIM e OH He TIOAENUTCS ¢ HUMH
MOy YeHHOM TeHOMHOW MH(pOpMaIueil, To 3TO He TO3BOJIUT UM MPUHATH TePANeBTUUECKUE WUIIU TIpe-
BEHTHUBHBIE MEPHI IPOTUB BO3MOXKHOI Oone3nu. Tak, B CILIA nouys mpeabsBuiia B Cya UCK CBOEH mate-

5



pH 3a COKphITHE HHPOPMAIIUU O HACTYTICHUU OHKOJIOTHYECKOW OO0JIe3HH, YTO, IO MHEHUIO JI0YepH, He
ITO3BOJIUJIO €l CaMOM MPUHSATH MPO(HUIAKTHUSCKIE MEPhI IIPOTHUB dTON OOJIC3HH.

3a mpenenaMy ceMbU TeHEeTHUYecKas MH(pOpPMaNHs MOXKET HHTepecoBaTh paboTomaTesel, cTpaxo-
BbIC 06HI€CTB3 1 TOCYJApCTBCHHLIC OPTraHbl, IIOCKOJbKY IMO3BOJIACT NPCABUACTL BO3MOXKHBIC N3MCHC-
HUSI 3/I0POBbsI MHJUBUJIA B OYAYIIEM. DTO MOXKET MOCIYKUTh OCHOBOM ISl OTKa3a MpH HaliMe Ha pa-
00Ty nnu BBIOOpE BapuWaHTa CTPAXOBOTO COIVIAmIeHHs. Takas AUCKpPUMHHAINSA HAa OCHOBE T€HOMHOM
I/IH(bOpMaHI/II/I CII0COOHA HETaTHUBHO BIIMATEH Ha KU3HEHHBIE CUTyalluu MHAWBHUIA, 1 OH 3aUHTCPECOBAH
B TOM, YTOOBI CBOOOJIHBIN JIOCTYIl K €ro JIaHHBIM ObLT OorpaHuycH. [103TOMy BaKHO HAWTH STUYCCKU
IpueMJIeMble, 00OCHOBaHHBIC U JIETAJILHO 3aKPEINICHHBIC MEXAHU3MBbI JIJISI BBIXOJIa U3 BO3HHUKAIOIIETO
TaKUM 00pa3oM KOH(INKTa HHTEPECOB B paMKaX IIPaBOBOT'O MO COIUYMa.

JTHYecKHe AUIeMMbl. [ €eHOMHBIE TEXHOJOTHH PAa3BHUBAIOTCS OBICTPHIMU TeMIIaMH. B mporiec-
C€ CEKBEHHMPOBAHUS HYKJICOTHUJHBIX MocienoBareiabHocTel renomuon JITHK uenoBeka ynanocek 3Ha-
YUTEIHHO YCOBEPIICHCTBOBATh ATU TEXHOJOTUH, CO3/[aTh aBTOMATHI JIJII CEKBCHHPOBAHUS MOJICKYII
JHK u pazpaborare mporpaMMHOe oOecrieueHue /ISl aHaIu3a dTUX MOCIIE0BaTEIbHOCTEH C IENIBO
W3BJICYCHUS U3 HUX T€HEeTHYECKH 3HAUNMOHN HH(pOpManuu. DTO IPUBEIIO K 3HAYNTEITFHOMY CHIKEHHUTO
ICHBI HA aHAJIN3 UHAUWBHUAYAJIbHBIX TCHOMOB, KOTOpAas NMOCTECIICHHO CHUXKACTCA 10 OKNIa€MOI'0 YPOBHA
B 1 ThIC. mONTIAapoOB 3a OWH TeHOM. Takue (pUHAHCOBBIC 3aTPAThl MPHEMJIEMbI M JENAIOT JAOCTYITHBIM
MacCOBOE UHIUBUIYATbHOE TECTHPOBAHUE TEHOMA.

CoBepIeHCTBOBaHIE TEHOMHBIX TEXHOJIOTHH MTO3BOIISIET TETEPh TIO3UTHBHO PENIaTh BO3HUKABIIIHE
paHee 3THYecKknue BOIpockl. CTBONOBBIE KJIETKH SMOPHOHA MOKHO HCIIONB30BATh ISl TEPAITMH HACTIE -
CTBEHHBIX 3a00JIeBaHMI YesloBeKa. BeTana ocTpas sTudeckas AujieMMa: MOKHO JIM CO3/IaBaTh U 3aT€M
paspyuiate SMOPHOH YeIOBEKa ISl JISYeHUsI 3a00JIeBaHUs IPYTOT0 YeinoBeKka? bonbIIMHCTBO CTpaH 3a-
MIPETUIIO PEMPOAYKTUBHOE KJIOHUPOBAHHE YEIOBEKA KaK HE COBMECTUMOE C ero JocTonHCTBOM. OjHa-
KO HEKOTOpBIE CTPAHBI pa3pelIuii KIOHHPOBAHNE SMOPHOHOB C TEPANIEBTUYECKOH MEIbI0. DTOT MPo-
TUBOPEUHUBBIN C 3THUCCKOW TOYKH 3PCHUS MMOJXOJ YAAIOCh B TIOCIICIHEES BPEMSs MPEOJIOJICTh B CBSI3U C
Pa3paboTKON TEXHOJOTHHU PEIPOrPaMMHUPOBAHUS COMATUYCCKUX KJIETOK MAIlUEHTA ISl PUaHUS UM
MYJIBTUIIOTEHTHOCTH U MOCJIEAYOIIEr0 UCIIOIB30BAHUS ISl pETEHEPAIH €r0 KJIETOK U TKaHe [2].

K Hacrosiimemy BpeMeHH yiKe pa3padoTaHO U MOYKHO MCTIOIH30BaTh Ooiiee 2 THIC. TEHOMHBIX TECTOB
JUIS IepCOHaIbHON MenuirHbl. OIHAKO MMOKa JaJIeKO He BCe 0OHapy)XUBaeMbIe JIe(hEeKThl TeHOMa UMe-
IOT CBOIO TEXHOJIOTHIO Tepanuu. [103ToMy BCTaeT BOIPOC: CAEAYeT JU MPOBOAUTH TECTUPOBAHUE dM-
OpHOHOB, HOBOPOXJACHHBIX M B3POCIIBIX MAIIUCHTOB HA HOCUTEIIBCTBO TAKMX MYTaHTHBIX reHOB? Jlomy-
CTHM, HaI[pUMED, UTO MMPEHATAIBHBIN TECT YKA3bIBACT HA HAIMYHME Y IJI0JIa T€HA, BBI3BIBAIOIIETO XOPEIO
I'entuaTrTOHA. DTa O0ME3HE OOBIYHO HaYWHAETCS B Bo3pacTe 40—45 jleT U BBI3BIBACT MPOTPECCUPYIO-
IIYIO JIETEHEPAIlMI0 HEPBHBIX TKAHEH, YTO MPUBOJIUT K MOPaKEHUIO (PU3NYECKUX U TICMXUYECKUX (DyHK-
LW WHJIMBHJIA U 3aBEPIIACTCs JISTATbHBIM HCX0I0M. MHOTIa 00JIe3Hh HAYMHACTCSI B PAHHEM BO3pacTe
WJTK B KOHIIE U3HU nocie 60 neT. Y poauTeneii 1 Bpaya BO3HUKAET AMJIEMMa, KaK IIOCTYTUTh B TAKOM
ciTydae: Jlenath abopT WM jKe, HeCMOTPS Ha OTCYTCTBHE TEXHOJIOTHH TEpAINnu, COXPAaHUTh OepeMeH-
HOCTBL? DTHYHO JIH poauTeiaam Tpe6OBaTB TECTUPOBAHUA HAa BO3BMOXHOCTb BOBHUKHOBCHHUSA Yy ITOTOMKA
00JIe3HEeH, KOTOPhIC TIOKa HE UMEIOT JICUCHUS, U OYJIeT JIK 3TO B JIy4IIUX WHTEepecax pederka? Cospe-
MEHHBIE TEXHOJIOTHH MMO3BOJISIIOT B PAHHHUE CPOKH OIPENeNsTh o Oyaymiero pedenka. Jlomyctumo u
C ITHUYECKOH TOYKHM 3pEHUs OTNaBaTh MPEAIOYTCHHE OJJHOMY U3 TOJIOB W MPEPHIBaTh OEPEeMEHHOCTb,
CCJIM TI0JT OKaXKETCS HeKeTaHHBIM? VICKYCCTBEHHOE M3MEHEHUE COOTHOIICHHUSI TIOJIOB B COITUYME HECEeT
CJIOXHBIC IKOHOMUUYECKHE U COMaIbHbIe Mpooiembl. B MHaUM cOOTHOMIEHNE MYKUWH U KESHIIUH CO-
ctapisiio B 1981 1. 1000:935 u causunocs B 1991 r. o 1000:927, a B mrarax buxap u Pamkacran — no
nuctponopuuu 1000:600.

MBI TpUBBIKIN CYUTATh, YTO 3HAHWE — ITO CHJIA, HO HE BCETNa MOHMMAaeM, YTO 3HaHHE TECHO CBS-
3aHO C MOPAJIbHOM OTBETCTBEHHOCTRIO. B cllyuae HacneacTBEHHBIX OOJIC3HEU OMMH UK 00a POAUTEITN
MOTYT OBITh IPUYMHOW BOSHUKHOBEHUS 0OJIC3HU y UX peOCHKa, HO ATO HEe 00s13aTeIbHO BIICYET 3a CO-
00l X MOPaJBPHYIO OTBETCTBEHHOCTH 32 3TO, KPOME CIydaeB, €CIIM OHU 3apaHee 3HAJIH O BO3MOXKHO-
CTH TaKOT'0 UCXOJa M HE TMPEAOTBPATIIIH ero (00JIe3Hb, CTpajaHue, OrpaHMYeHHbIE BO3MOKHOCTH). [1pn
9TOM CJIEAYeT MPUHUMATh BO BHUMaHHUE TOT (akT, 4TO aOCTPaKTHOE 3HAHHME XapaKTepa BO3MOXKHOM
HACJICJICTBEHHOW OOJIE3HU B KIIMHUYECKUX TEPMHHAX HE PABHOLICHHO MPAKTUYSCKOMY 3HAHHIO KU3HH
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C ATOM 00JIE3HBIO, KOTOPOE MPHUXOIUT JHIIH B MPOIIECCE CYIIeCTBOBaHUs ¢ Heil. [lo JaHHBIM Hccieno-
BaHUs NoBeAeHUs1 KoropThl iul B CHIA, KOTOpbIE NOJYUYMIIN TOJIOKUTEIbHBIN PEe3yJIbTaT Ha Mpeapac-
MIOJIOKEHHOCTh K 00yie3HM [ eHTHMHTTOHA, YacTOoTa CIIyYaeB CyHIHAa okaszajack B 10 pa3 BeIme, dem
CpeJIHsIs 4acToTa B Momysiuuu [3—4].

MHorue 0oNbHBIE, HECMOTPS Ha TATOTHI OOJIE3HU WIJIM CBOM OT'PaHHYCHHBIC BO3MOXXHOCTH, BCE XKE
YAOBJIETBOPEHBI TEM, YTO OHU CYIIECTBYIOT, HAXOISITCS B COLIMYME M MO3TOMY IO3HAIOT KU3Hb BO
BCEX €€ MPOSIBICHUAX. 3 MOHWMAaHMUS 3TOTO BO3HUKAIOT MOpAaJIbHBIC 00s3aTEILCTBA COIMYMa Tepe]
JIMIIAMHU C OTPAaHUYCHHBIMHM BO3MOKHOCTSMH M HACJICICTBEHHBIMU 00JIe3HsIMU. MBI JOJDKHBI H30erath
OIEePUPOBATh MOHSATHUIMU OTBETCTBEHHOCTH M O€30TBETCTBEHHOCTH Ha OCHOBE M€HETUYECKOH MH(DOP-
MaIl{H, TIOCKOJIBKY pealibHasl JIMYHOCTH MPEACTaBIsieT co00i HedTo OoJbliee, YeM CyMMa €€ TeHEeTH-
YeCKUX DJIEMEHTOB. Tem Oojiee HE TIPHUEMIIEMO, €CIH TeHeTHYecKas MH(POPMAIUS UCTIONB3YeTCs IS
HEOOOCHOBAHHON AUCKPUMHHAIIMN WJIM CTUTMATHU3AIlUK OTIACIBHBIX JIUIl IO TEM MJIM UHBIM cooOpa-
JKEHUSIM. Bce MBI TeHETHYECKH pa3IindaeMcs ¥ IIO3TOMY YHHKAJIbHBI, 3TOT OMOJIOTMYECKHI (PaKT U 3Ta
peaTbHOCTh AENAI0T HAlly TeHETUUYECKYI0 WH(OPMAIHIO 10 CBOEMY CYIIECTBY HeWTpaiibHOU. JIroboe
HEMPaBOMEPHOE HCITOJIb30BAHKE 3TOW MHPOPMAIMH C MO3UIHH TeHETHYECKOro JETEPMHUHHU3MA B KO-
PBICTHBIX, STOUCTUUECKUX W HET'yMaHHBIX IEJISIX HE MOXKET OBITH OIPABAaHO U OJOOPEHO COITMYMOM.

Ha ypoBHe nuHuBH1a reHeTHYeCKast HHPOPMAIIKS O MPEAPACIIONOKEHHOCTH K 00JIE3HH MOXKET BOC-
MPUHUMATHCS JBOsIKO. OTPUIIATEIBHBIA TECT OOBIYHO IMOBBIIIACT KU3HCHHBIH TOHYC, a TOJOXKUTEIb-
HBIM TeCT MOXKET HAHECTH NICUXHYECKYI0 TPaBMY, JIaTh Hadalio OOJE3HEHHOMY IPOIECCy pa3MbIIie-
HUH U caMOOIIEHOK. B 3TOM mposiBiisieTcsa BPEAHbIA acneKT JJIsd NMalMeHTa MOoJy4YeHHsl 3HaHUs O TI0-
3UTHBHOM PE3YJIbTaTe TeHETHYECKOI'0 TECTUPOBAHUS HA YTrpo3y OOJIC3HU M JJIsl TIOCTAHOBKH BOIIPOCA
0 €ro Mpase He 3HATh TAKOT0 pe3yybrarta. B KOHEUHOM cYeTe, 3TO OTpa)KaeT MOJI0KEHUE O TOM, YTO HE
cama reHoMHast ”H(hOpMaIusi, a CIIoco0 €€ UCTIONh30BaHUS MOXKET BBI3bIBATH HETATUBHBIC TIOCIIC/ICTBUS
st mHauBHAA [S]. [loaToMy BO3HHKAET BOIIPOC O TOM, B UEM 3aKITIOUACTCS CXOJICTBO M Pa3IUUINE TEX-
HOJIOTHYECKHMX U dTHYECKHUX OLIEHOK HOBBIX T€HOMHBIX TE€XHOJIOTHI.

TexHosornyeckue M 3THYECKUEe OlEeHKU. HOBbIC TEHOMHBIC TEXHOJIOTUU U3MEHIIM CUTYAIUIO
B YHUBEPCUTETAX, KIMHUKAX U OpraHax 3JpaBooxpaHeHus. Panee Bpauu crpaliuBaiu naiueHTa o Ha-
JUYUHU Te€X WIN WHBIX 3a00J€BaHUI B CeMbe U JPYTUX POACTBEHHUKOB, UTO JaBaJI0 YKa3aHHE Ha BO3-
MOXKHYIO POJIb HACJICACTBEHHOCTH B BO3HUKHOBEHUH 0OJIC3HU. | eHETHKA YeIOBEKa paHee 1mojarainach
Ha U3y4eHHE Nap OJM3HEIOB, CEMEUHBIC 'eHEaI0r U, [IUTOJIOIMUYSCKHe U OMOXMMHUYECKHUE TeCThl. Bo3-
MOKHOCTH CEKBEHHUPOBAHUS I'€HOMA YEJIOBEKA U HOBbIC TEHOMHBIC TEXHOJOIMU OTKPBLIA HOBBIC MMYTH
JUTSl TEHETU3al U MEAULIUHCKON TPAKTUKU U MOBBIILICHU I KAU€CTBA MEIUIIUHCKUX YCIyT [6—7]. [eHOM-
HBIC TEXHOJIOTHH 0a3upyIOTCS Ha 3HAHWH MOJICKYJISIPHBIX MIPOIECCOB XPAHCHMUS, peallM3alliuyl U Tiepe-
Jlauy TeHETUYECKON MH(OPMAIIUU, OHU UCIIONIB3YIOTCS JIJIs IMAarHOCTUKYU U JICUCHUST HACJICICTBEHHBIX
0oJe3Hel, a TakKe MPOU3BOJICTBA JICKAPCTB HOBOI'O TIOKOJICHUS M PA3HOOOPAa3HBIX MOJIC3HBIX MPOIYK-
TOB OMOJIOTUYECKOH MTPOMBINITICHHOCTH JIJISI UCTIOJB30BAHUS B Pa3HbIX chepax KU3HEAEATeIbHOCTH.

TexHoIOTHYECKHE OIICHKH KacaloTCSI HEMOCPEACTBEHHBIX MPOTYKTOB ONOTEXHOJIOTHIM, MX Ka4eCTBa,
HAJISKHOCTH, 0€30IIaCHOCTH, IIEHbI, KOHKYPEHTOCIIOCOOHOCTH U BOCTPEOOBAHHOCTH Ha PhIHKE TOBAPOB
u ycnyr. Takue OUEHKH MPOAYKTAa TEXHOJOTMH MMEIT KPAaTKOCPOUHBIM JMara3oH, IKOHOMUYECKUN
KOHTEKCT ¥ WHJUBUIyaTbHYI0 OTPEOUTENBCKYIO HANIPABICHHOCTh. Ho mpu 3TOM Kakaast HoBast Ono-
TEXHOJIOTUSI UMEET CBOM MEHEE BUJIMMBIC MOCIJICACTBUS €€ UCIOJIb30BAHUS, a TAKXKE MPOSIBIISIIOLIUECS
TG B TAJIbHECPOTHON MEPCIIEKTUBE BO3AeHCTBH. [IprdaeM Takue MOCIeACTBHS MOTYT TIPOSIBISTHCS
HE TOJBKO Ha UHIUBUIYaJIbHOM YPOBHE, HO TAKXKE U HA COLIMATBHOM, KYJIbTYPHOM M HHCTUTYIIUOHATb-
HOM yPOBHSX. BO3MOXHBIE MOCIIEICTBUS IPUMEHEHHS TAKUX TEXHOJIOTUH B COLIMYME HEM30CKHO HME-
IOT MOPaJILHBIA aCMeKT. AHAJIN3 ATOTO KOHTEKCTA M COCTABJISAET MpeaMeT OnodTuku [8—9].

Cremyet yka3aTh Ha BO3pacTaHWE IMOHUMAHHS POJIM TEHETHUYECKOTO NECTEPMUHHU3MA TIPH 00CYXK-
JICHUU TIPOOJIEM 3/I0POBbsI KaK B CBSI3KE Bpau—IAIlUCHT, TaK ¥ B OOBIJICHHOM CO3HaHUH, KaK CIelra-
JIUCTOB, TaK W HaceneHus. [Ipodeccronanbl 31paBOOXpaHEHUS MPEATIOYUTAIOT MOJIATaThCs HA Pe3yJb-
TaThl aHAIIM30B OOJIBINIE, YeM Ha KOJIIOTUUYECKHUE, ICUXOJIOTHUECKHE, COIUaIbHbIe (DaKTOPHI, KOTOpPHIE
CIOCOOHBI HApS/Ty ¢ TeHaMH OKa3bIBaTh CBOE BIMSHIE Ha BOSHWKHOBEHHUE U TeUeHHe Oone3nen. XKen-
IIMHBI, HAIPUMED, YYBCTBYIOT ¢€0s1 OEPEMEHHBIMHU TOJIBKO ITOCJIE TOTO, KaK OHU MPOUH()OPMHUPOBAHBI
0 pesyJsibTaTax UX MPEHATAJIBHOTO TeCTUPOBaHUsA. Bo MHOruX ciydasix TeHeThueckas uHpopMaIus
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BIIASIET HA BEIOOP TEXHOJIOTHH COXpaHEeHHS OEPEMEHHOCTH WITH JISYEHU S, a TeHBI Teleph pacCMaTpHBa-
IOTCS B Ka4€CTBE TECHO aCCOIMMPOBAHHBIX C MACHTUYHOCTHIO MHANBUIA. B cymiecTBOBaHUYM conimyMa
I10J1 BJIMSIHUEM I'CHeTHYECKHMX 3HAHUN MOTYT BO3HMKATh HOBbIC ()eHOMEHBI. B mpoliecce ocyiiecTsIe-
HUSI IPOrpaMMbl CKPUHUHTA TEHOMOB Ha HaJIMYUe I'eHa, BhI3BIBAIOINEIO OeTa-TajacceMuto, Ha Kumpe
HaOIIF01a10Ch H3MEHEHUE OOIIECTBEHHOTO CO3HAHUs. PellecCUBHBIN aljenb reHa 7/ B TOMO3UTOTHOM
COCTOSTHUH BBI3BIBAET AHEMUIO KPOBHU Ha TIEPBOM TONY KU3HU MIIAJICHIIA U 3aKaHYUBACTCS JIETATbHBIM
ncxonoM. [loaToMy ceMelHBIM Tapam, HOCHTEISIM 3TOTO TeHa, 0OBITHO COBETYIOT CEJIEKTUBHBIN adopT,
IIPUYEM 3TO HE BCTPEYaeT OCY’KJIEHUSI CO CTOPOHBI PENUTHO3HOM o6muHsI [10].

HccnenoBanust mpoueccoB, CBSI3aHHBIX C HCIOJB30BAHMEM T'€HOMHBIX TEXHOJOTHH, UMEIOT He-
CKOJIBKO acreKToB. EBpomneiickas Komuccus paccMaTpuBaeT 3THUECKHE acleKThl 3asBOK Ha (DMHAHCH-
poBanue uccnegoBanuii mo Iporpamme FP7 kak cocTaBHYIO 4acTh Mpolecca OLEHKU MOCTYHAIIINX
MPEUIOKCHUN B UX PeaTu3alii U CUUTACT X KITIOYCBBIMU DJIEMEHTAMHU IS JOCTHKCHUS HAYTHOTO
coBepuieHcTBa. Cama mpoueaypa STHYECKON OLEHKH MPEIJIOKEHH I CTPOro perimaMeHTHpoBaHa 1 6a3u-
pyeTcs Ha KpUTEpUSX, TPU3HAHHBIX MEXK/TyHapOIHBIM coodmecTBoM [11].

HcToxm nccnenoBaTenbCKoi STUKH CIeIyeT UCKaTh B HIOpHOEprckoM KoZieKee ¢ ero IecsThIO 30J10-
TBHIMH TTPAaBUJIAMH dTHKH, BKITIOYABITUMH OCHOBHBIE (QyHIaMEHTAJBHBIC IPaBa 00BEKTA UCCICIOBAHMS.
3To0 nmpaBuiia JOOPOBOIBHOTO COTIACHS, MPOIIOPIIMOHATLHOCTH, HEOOXOIMMOCTH M TIPAaBO CyOBEKTa OT-
MEHSATHh CBOE COTJIacHe Ha MEIUIIMHCKHUE WCCIIJOBaHMS Ha JIFOOOM dTamne. BcemupHas MequIiMHCKas
acconmanus (BMA), coznannas B 1947 ., moaTBepaniia STHYECKHUEe HOPMBI TTOBEICHUST HCCIIEI0BATEIS
riepen cyosekToMm ete B 1964 1. [12]. OTr HOpMBI 3aTeM OBUTH PAaCIIMPEHBI U BKIIOUCHEI B psan Jlekia-
panuit KOHECKO o renome vesnoBeka u mpaBax 4yesioBeka, 00 OTBETCTBEHHOCTH Tiepe1 Oy Ay MU T10-
KOJICHUSIMU, O TCHETHYECKHX JIAHHBIX YEJIOBEKa, 0 OMOATHKE U IpaBax yesioBeka [13—16]. KonBennus
Coseta Epomnsl [17], XapTus ¢ynaamenTanbHbix npaB EBponeiickoro corosa [18], XenbcuHkckas ne-
kiapamuss BMA [19] cogepkat aHaJorHYHBIE HOPMBI, Kacaromlrecs Kak ImpaB CyObeKTa, Tak U 00pas-
IIOB TKaHEH Tena ¥ OMONIOTMYECKUX JAHHBIX YEJIOBEKA. DTOT KOPITYC MPABOBLIX M ATUUYECKUX HOPM pe-
[JIAMEHTUPYET HE TOJIBKO UCCIICIOBAHUS B 00JaCTH OMOMEIUIIUHBI, HO U PACIIPOCTPAHSICTCS HA APYTHUE
00J1aCTH IMOCTOSIHHO PACTyIIEro 3HAHMUSL.

B EBpormetickoif xapTuu (yHIaMEHTAJIbHBIX MpaB B cTaThsix 3, 8, 7, 8, 13 mpocnexuBaeTcs Tec-
Hasl CBSI3b MEKJIY dTHUYCCKUMH HOPMAaMHU OMOMETUITMHCKUX HCCIICIOBAHUN U COOJIONICHUEM TIpaB de-
noBeka. KaxapIii mMeeT mpaBo Ha yBakeHHE ero (PU3NYecKOi 1 MEHTAIbHOW LIEIOCTHOCTH, yBaKEHHUE
HEMIPUKOCHOBECHHOCTHU JIMYHOM M CEeMEWHOM >KM3HU, OMAa U CBOMX KOMMYHHUKAIIUN, OXpaHy JHUYHBIX
JMAHHBIX U CBOOOJHBIN JOCTYII K CBOMM JaHHBIM C MPaBOM Ha WX yTo4yHeHwue. lIpu mpoBenenun 6mo-
MEIUIIMHCKUX HCCIIEIOBAaHUHA TOAYEPKUBAETCS HEOOXOAUMOCTH COOIIONEHUS MPHUHIIHIA CBOOOTHOTO
1 HH)OPMHUPOBAHHOI'O COTJIACHSI JIUILI, BOBJCUCHHBIX B HCCJICIOBAHUS; 3aPET HA EBICHUYECKYO ITPaK-
TUKY PEIPOAYKTUBHOTO OTOOpa JIMYHOCTEH; 3apeT Ha MOJy4YeHHe (PUHAHCOBBIX JIOXOJIOB 3a CUET TeJia
YeJloBeKa WJIM ero 4YacTei; 3alpeT Ha PernpoayKTHBHOE KIOHHpPOBaHUE yenoBeka. [Ipu aTom momuep-
KUBaeTcs MpaBo 0e3 ToMeX W OTpaHWYeHHWH Ha MpOBeIeHNEe HAYYHBIX MCCIEIOBAHUI M COONIO/ICHUE
aKaJIeMUYEeCKUX CBOOO.

EBponeiickas koMuCCHSI TPOBOJUT CKPUHUHT U PELECH3UPOBAHHUE MPEIJIaraeMbIX UCCIIEI0BATEb-
CKMX MPOEKTOB HAa IPEIMET COOTBETCTBHUSI YCTAHOBJIECHHBIM 3THYECKUM HOpMmaM. llpu npunstuu
penreHns o (PMHAHCHPOBAHUHU MTPOEKTA WITH €T0 OTKJIOHEHHWH MMPUHUMAeTCS BO BHIMaHHUE KaK HAyYHOE
coJiep)KaHue MPOeKTa, TaK M €ro dTHYEeCKas OleHKa. B cocTaB CTPYKTYypHOTO moapasfesieHus ais pe-
[IEH3UPOBAHUS ITUUECKUX ACTIEKTOB MPEACTABICHHBIX MPOCKTOB BXOAST CICIUATHUCTHI B PA3TUUHBIX
00JacTsIX 3HAHMS: IPaBa, COMHOIOTUH, (PUITOCOPHUH, STUKH, IICUXOIOTHH, WH(HOPMAITMOHHBIX TEXHOJIO-
TUH, MEIUIIMHBI, MOJIEKYIISIPHOM OMOJIOTHMHU U BETepHHAPHOW HayKH. Tenepb yxKe ABEHaINAaTh 30J0ThIX
MIPaBUJI TUKH JIJTS UCCIIE0BATENeH BKIFOUAIOT CIIEAYIOMIHE MOJIOKCHHUS:

1) yBakeHHE IETTIOCTHOCTH U IOCTOMHCTBA INYHOCTH U OXpaHa ee BHYTPEHHEro Mupa Jijisi ee 6aro-
TIOJTY YU

2) cnemoBaHUe MPUHITUITY «HE HABPEAUTHY. [Ipn 3TOM HEOOXOMMMO COOOIIUTh 3aUNHTEPECOBAHHOMY
JUITY O BCEX BO3MOXHBIX PHCKAX;

3) mpu3HaHWE TpaBa WHIWBHUIOB HA MIPUBATHOCTH, KOHPHUIACHIIHATBLHOCTD, OXPaHy MEPCOHATHHBIX
JIAHHBIX U CBOOOJTY MEPE/IBUKEHUS;
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4) coOmonenne TpeOoBaHUS MH(OOPMHUPOBAHHOTO COTJIACHS M ITOCTOSSHHOTO JIMAJIOTa C MCCIenye-
MBIMHU CYyOBEKTaMU;

5) ryMa"HHOE OTHOIICHHE K UCCIICTYEMBIM XUBOTHBIM U TYMaHHOE OOXOK/ICHHE C HUMU B Hadaje,
B IIPOIIECCE U MOCJIE 3aBEPIICHUS UCCICIOBAHMUS;

6) IIIaHUPOBAaHHE WCCICAOBAaHUS HA XKUBOTHBIX C YY€TOM BO3MOXXHOCTEH 3aMEIICHHS, YMEHBIIIE-
HUS CTPaJaHuil U yCOBEPIICHCTBOBAHUS METOIHK;

7) yBakeHHE TIPUHITUTIA IPOTIOPITHOHAITFHOCTH: HE HAaBSI3BIBATH OOJIBIIE, YeM HEOOXOIMMO BAIIEMy
CyOBEKTY, WIIH JIeJIaTh OOJIbILE 3asBJICHHBIX LIEIICH;

8) cepbe3HOe OTHOIICHUE K COLUATIBHBIM BOIIPOCAM; MIEPBOM 00S3aHHOCTHIO HCCIICAOBATEIIS SIBIISICTCS
BBICJTYIIATh JTFOJIEH U BCTYIIUTh C HUMHU B KOHCTPYKTHBHBIN, OTKPBITHIN, YECTHBIN U TPSMOU JTHATIOT;

9) cTpemieHNEe M30EeTaTh YUACTHS B JIIOOBIX 3JIOYTIOTPEOICHUSAX FITH IBYCMBICIICHHBIX HCHCTBUSX
TEPPOPUCTOB MU BOCHU3UPOBAHHBIX OpraHU3AINM;

10) mpu3HaHUE LEIOCTHOCTU JIMYHOCTH M TOTO, YTO MPOBOAUMBIE MOAUGUKAINY (TCHETHYSCKHE
WJIU TEXHOJIOTUYECKHUE) He TPOTHBOPEYAT 3TOMY IIPUHITUITY;

11) yBaxxeHre 6MOpa3HOOOpa3us U HEOMyIIEHHe He0OPaTUMOT0 €ro U3MEHEeH M1, KOTOPOe Croco0-
HO yI'POKaTh OKPYIKAIOIICH Cpejie HIIH SKOJOrHIeCKOMY OalaHCy;

12) pa3BuTHE MOHUMAHUS TOTO, YTO JIFOOBIC BBITOJBI JJISl JIMYHOCTH IPUHOCST I0JIb3Yy OOIICCTRY,
a JTF00BIC IHUPOKO pa3JieiisieMble BRIPaXKEHUSI OSCIIOKOWCTBA O BPEJle OT BAIIMX UCCICAOBAHUN JTOMKHBI
OBITH BHUMATEIIBHO PACCMOTPEHBI (C YYETOM TOTO, YTO, BO3MOXKHO, TIPHIETCS OTKA3aThCs OT HeXera-
TEIBHOM MCCIIeI0BATEILCKON MTPAKTHKH).

DTOT CBOJ TUUECKUX MPABUJI MMO3BOJSCT MPABUILHO OPUECHTHUPOBATHCS MIPU TIOATOTOBKE MCCIICIO-
BaTEJIbCKUX MPOCKTOB 110 HCIIOJIb30BAHUIO TEHOMHBIX U OMOMEIUITUHCKUX TEXHOJIOTUH, a TAK¥KE B MPO-
1ecce MPUHATHS pelieHni 00 uX (UHAHCHPOBAHUHY, TIPH KOHTPOJIE X BOILIOMICHUS B )KHU3HB [11].

buobanku u 6a3nl renoMmHoii uHGopmanmu. [Tocne peanuzannu npoekta «I eHOM yeoBeKay cTa-
JIO TIOHSATHO, YTO JIMIIb HE3HauuTeabHas yacTh reHoMHoi JIHK yenoBeka oTBevaer 3a CylIeCTBYIOIINE
OHMOJIOTMUECKHE Pa3lInyus MEXKY JIIobMU. 110 UMEIOIIMMCS OlIEHKaM, PeUb MOXKET UJTH MPHUMEPHO
0 0,1% nocnenoBarenbHocTel HykJIeoTHA0B renomHoit JJTHK, oTBeuaromux 3a BapuoMy, U, cieno-
BaTEeJIbHO, 32 TEHETUUYECKYIO0 YHHKAJIBbHOCTh JIMYHOCTH. [IpryuemM 3Ta WIEHTUIHOCTH HE MOXET OBITh
M3MCHEHA Ha MPOTSHKCHUU BCEH KU3HU WHAMBUIA B OTIMYKME OT UMEHH, ajapeca, INIHOTO HoMEpa Co-
[UAJIBHON 3aIUTHL. DTO CO3JAET OCHOBY JJIsl HCIOIB30BAHUS MOCHIea0BaTeNbHOCTEH renomHon JIHK
KaK MapKepOB MJICHTUYHOCTHU YEJIOBEKa JIJIsl CAaMBIX Pa3HBIX IeJIeH, BKIt0Yash KPUMUHAIBHYI0, MEIH-
IIMHCKYI0, KOMMEPYECKYI0, CEMEIHYIO U COIMaIbHy0 cepnl )kn3au. Ha pydexe XXI Beka cTanu Bo3-
HUKaTh OMOOaHKH KPOBH, CIIOHBI M TKaHEH YeJI0BeKa, a TakKe 0a3bl JaHHBIX WHINBHIYaJbHBIX TIOCTE-
noBarenbHocTel JIHK B mpaBoOXpaHUTENbHBIX, MEAUIIMHCKUX, UCCIENOBATENBCKUX U KOMMEPUECKUX
yupexieHusx. [locKkobKy TaKue TaHHBIE MOTYT OBITh UCIIOJIB30BAHBI JIJIsl TUCKPUMHUHAIIUHU JTHO/ICH CO
CTOpPOHBI paboToMaTeNIel U CTPAaXOBBIX KOMITAHHM, BCTajla IpodiieMa 3aKOHOIATEIIFHOTO 00ecieueHns
KOH(HUICHITHAIHPHOCTH TeHETHICCKOW HHPOpMaTuu HHAUBUIOB. C IpyTroi CTOPOHBI, TAKHEe OMOOAHKH
MOTYT CO3/1aBaThCs JIUIIL HAa JTOOPOBOJIBHOM OCHOBE IPH MH(POPMHUPOBAHHOM COIJIACHH HA Mepenady
WHJIMBUIyaJIbHBIX OMOJIOTHYECKUX 00pa3IloB KJICTOK U TKAaHEH MU YCIOBUU COXPAHCHHS aHOHUMHO-
CTH JIOHOpa. DTO HEOOXOAUMO IS TOTO, YTOOBI yTeUKa TeHEeTHYeCKOW MH(OpMaluu B JaJIbHEHIIIEM
He OblJIa UCIIONIh30BaHA ISl IUCKPUMHUHAIINH JIMIHOCTH. 3aKOHO/IaTeIbHOE PETYIIHPOBAHUE ITOH ce-
pBI HAYATO B PSJIC Pa3BUTHIX CTPaH, HO HE BCE BOZHUKAIOIINE MPOOJIEMBI yIaeTCs TTIOKAa CBOCBPEMEHHO
MpOaHaIM3UPOBATH M HAUTH HEOOXOAMMBIE TEXHOJIOTHUECKUE U TIpaBoBbie pemenus [20].

Meouyunckue buobanxu u 6asel dannvix JJHK Hayamu co3laBaTh B KIMHUKAX, POAMIIBHBIX JOMax
Y TOCIHTANIX B KOHIIE XX Beka. YacTo B 3TUX 0azax JaHHBIX MPHUCYTCTBYIOT CBEICHHS O CEMEWHBIX
¥ KIIMHUYECKUX MCTOPHUSAX JTOOPOBOJIBHBIX TOHOPOB, IO KOTOPHIM MOYKHO MACHTH(HUIIMPOBATH WX JINY-
HOCTH. OCOOCHHO MHOI'O F'eHETUYECKOM MHPOPMAIIUU HAKOITUJIOCH B METUITUHCKUX OMOOaHKaX B IMPOIIEC-
ce BeJICHUs 00sI3aTeILHOr0 CKPHMHIHTAa HOBOPOXKJICHHBIX Ha MPEIMET HOCHUTEIHCTBA MYTaHTHBIX T'CHOB,
BBI3BIBAIONTNX (DEHUIIKETOHYPHIO WIIH JIPYTHE HACIEICTBEHHBIE 00Ne3HH. I TOro U3 MATKH HOBOPOXK-
JIeHHOTO peOeHKa OepeTcst Karuisi KpOBU M HAHOCHTCS Ha CTEKJISTHHBIN CIIAN IS TaThHEHIIIEro HCCIeo-
BaHms. O MacmTabax TeHETHUECKOTO CKPHHUHTA MOYKHO CYIUTh 110 ciexytonuM naaasiM. B CIIA okoito
98% w3 4,3 MJIH JIeTel, POXKIAIOIIMXCS €KEr0/[HO, MOJIBEPratoTcsi oocieioBanuto. [Ipu 3Tom aHanus ya-
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CTO TPOBOMST 0€3 Cornacus poauTeINei Witk 0e3 BHATHOTO OOBSCHEHUS M TOTO, 9TO 00pa3Iibl COOMPAFOT-
sl JIONTO COXpaHsATh. [IpH ATOM CyIIECTBYIOT pa3HOTIIACHS MEXKTY 3aKOHONATEbCTBOM PA3HBIX INTATOB
B OTHOILICHHH HEOOXOAUMOCTH OTYUYCHHSI COTJIACHS POJUTEIICH Ha XpaHeHHe 00pa3IoB KPOBHU X JICTEH,
a B OTJICJIBHBIX IITaTaX TaKUe 00pa3iibl OOBSBIISIFOTCS TOCYIAPCTBEHHON COOCTBEHHOCTHI0. CpOK XpaHe-
HUS 00pa3IioB BAPBUPYET OT IECTH HEJEIb 10 OECKOHEYHOCTH B 3aKOHO/IATEIILCTBE CEMU IITATOB. Y4YacT-
HUKH 00CYKJICHHS 3TOW TPOOJIEMBI CYUTAIOT, YTO POAUTEIHN UMEIOT IIPaBO 3allPETHTh B3ATHE 00pasia
KpOBH y peOeHKa, 9TOOBI He HAHECTH BPEIa €ro 370pOBEI0. [IpOsSBHIICS pa3IMUHbBIN MOAXOM K MOy ICHHUTO
corJiacHsi pOJMTEJICH Ha caM CKPUHUHT U Ha XpaHeHue 00pa3IioB KpoBu B OMobaHnke. HekoTopsie posuTe-
JIY COTJIALIAFOTCS HA MPOBEJCHNUE CKPUHUHTA, HO OTKAa3bIBAKOTCS JaBaTh COIVIACHE HA JUTUTEIBHOE XpaHe-
HUe 00pa3ioB KpoBH uX pedeHka. [loaromy mpemaraercs pa3faeiauTh MPOIECC MOYYeHUs COTJIACHS PO-
TUTENe Ha TeHeTHYECKOe TECTHPOBaHNe peOeHKa Ha J[Ba dTamna U eClii XpaHeHHe OCTABITUXCS 00pasIoB
KPOBH BBI3BIBACT Y HUX TUCKOM(OPT, OrPAHUUUTHCS JIUIIIb TPOBEICHUEM CAMOT0 TECTHPOBAHHUSI.

Jpyroii moaxoJ 3akiO4YaeTcs B TOM, YTOOBI cjeliaTh OMOOOpa3el] aHOHHMMHBIM C TEM, YTOOBI
B JIaIbHEUIIIEM Heb3s ObIIO0 UIACHTH(PHUIIMPOBATH IMYHOCTH JIOHOpa. B 3TOM ciydae Takoil Omomate-
pua’T MOXXHO HCIOJB30BaTh ISl MCCIEAOBAHUN M JIPYTUX MEAMIMHCKUX Tenedl. OqHako Ha TPaKTH-
K€ 0Ka3aJIoCh BO3MOXKHBIM HICHTU(DUIINPOBATH JTUYHOCTH JOHOPA JdakKe MO OCTATOYHON MHGOpPMAITIU
o HeMm B 0Oaze manubix JIHK. DT0 mo3BosiseT HEe yMOTHOMOYEHHOMY Ha TO MEPCOHANY HCIONIH30BATh
TaKyr HHQOPMAIIMIO B CBOUX JTUYHBIX IIEJISIX, UTO SBIISCTCS HapylIeHneM KoH(uaeHmaapHocT. O3a-
OOYEHHOCTH POAUTENEH BBI3BIBAET M HEJOCTATOUHAS TPAHCIAPEHTHOCTH CBEIACHHWH 0 OnoOaHKaX, WX
JIOKaJIM3aI|H, IPAaBUJIaX XPAHEHN ST, OTBETCTBEHHBIX JIUIAX, TPOLIEAYpaX CO3aHus U IOCTyTa K 6azam
JMaHHBIX. Bce Ha3BaHHBIC TPOOIEMBI TTOKA HE MOTYYHIN YIOBJICTBOPUTEIBHOTO Pa3pEIICHUS HA yIIPaB-
JICHYECKOM yYPOBHE OXPaHbI 3I0POBbS H €r0 PEryJIUpPOBAHUSI.

B mocrienHee Bpemsi cTanmu co3laBarh MeduyuHckue ouobamku u Oazvl oanuwvix JJHK e3pociavix
nayuenmos, KOTopbsle TOOPOBOJIBHO CIAIOT CBOIO KPOBBH HUIIH CIIOHY C IIENBI0 TIOMOYb MCCIIEAOBAHUSIM,
HAIpPaBJICHHBIM Ha MOMCK TEXHOJOTHH IJg JieueHUs pa3nuHbIX Oose3nell. Kak mpasuiio, 6mobanku
CO3/IAFOTCSI MIPU KPYITHBIX TOCIUTAJISIX UM MEAUIIMHCKUX IIeHTpax. buobank knuHuku Maiio co3nan
B mtare Munuecota B 2009 1., ero y4acTHUKaMH CTAHOBSITCSI HBIHEIITHHE ¥ OBIBIIINE MAIIMEHTHI KJIUHU-
ku. Oxumaercs, uto B 2015 1. 6aza qaHHBIX OyneT coaepkarh cBefeHus 0 S0 ThIC. MAIUeHTOB, KaXK bl
13 KOTOPHIX TojydaeT KomreHcarnuio B 20 moyurapoB. llanueHT maeT CBEACHHS O COCTOSHUHM CBOETO
3I0POBbSI, CTUJIC )KU3HU, CEMEHHOM UCTOPUU U TOAMUCHIBACT JOKYMEHT O COTJIACUU CTATh YUACTHUKOM
npoekTa. [IpaBuina KOHPUACHIINATEHOCTH 00ECIICYNBAIOT OXPaHy €ro MepCOHAIbHOW WH(pOpMAIUH.

B Hsio Hopke B 2007 1. co3an 6M0GaHK 06Pa3IoB KPOBH H CITIOHBI, B KOTOPOM YK YYacTBYIOT
25 Teic. manueHToB. 1 Havanma BOJIOHTEP MOJKEH BCTPETHTHCS CO CBOUM JOKTOPOM B METWUIITMHCKOM
IIEHTPE, KOTOPHIN O3HAKOMUT €T0 C IMPOIEAY PO BCTYIIJICHHUSI B UUCIIO YYACTHUKOB MpoeKkTa. OHa BKITIO-
4yaeT HH()OPMUPOBAHHOE COTJIACHE YYaCTBOBATh B IMPOCKTE, Pa3pelilieHUe UCIIOIh30BaTh €ro MEAUIUH-
CKHe JaHHBIE, CBEJICHHS O CTUJIE )KM3HU M TAPAHTHIO TOT'O, YTO €T0 MePCOHANIBHBIC TAHHBIC 3aIUIIEHBI
CTETIMAIBHBIM KOJIOM U HE MOTYT OBITH HCITOJIb30BAHBI TPETHEH CTOPOHOH 0e3 pa3perieHns BOJIOHTEPa.
OpraHbl 3paBOOXPAHEHHUsI OCYILECTBISIOT 00NN KOHTPOJIb 3a COCTOSTHUEM OMOOaHKOB U pa3padaThi-
BaIOT HEOOXOMMBbIE MPABUJIA U MIPOLEAYPHI JIJIs UX PaOOTHL

Hobposonvubvie uccredosamenvckue buobanku u 6asvi danHvix JHK co3mar0TCst 1151 TOUCKA HOBBIX
METOJIOB JICYCHHUsSI TAKUX PAacIpOCTPaHEHHBIX OOJe3HeH, Kak pak rpyau uiaud nquader. OHU QyHKIIHO-
HaJIPHO TIOXOKW Ha MeaunuHCKue 0a3wl manabix J|HK, HO cnemmanusupyroTcs B Goiiee y3KUX 007a-
CTAX uccienoBanmii. basupyromascs B KanudopHuu nHTerpajibHas MeIUIIMHCKas opranu3anus Kaiser
Permanente nHUIIMEpPOBaIa CHCIHAIU3UPOBAHHYO UCCIIEIOBATEIIBCKYIO ITporpamMmy «l eHbl, OKpyIKa-
folas cpeaa v 3J0POBbEe» IS BEISICHEHHS POJIM T€HOB U DKOJIOTMYeCcKNX (PaKTOpOB B TeHe3nce 3adole-
BaHUN. YYaCTHUKH dTOH mporpaMmel codbpanu 6omee 500 ThIC. 00pa3ioB KPOBH U CIIOHBI AIIUEHTOB,
OCYIICCTBIISIIOT OIICHKY POJIM I'€HOB U CPEIOBBIX (DaKTOPOB B Pa3BUTHUHU pakKa MPOCTaThl y adypoaMepu-
KaHCKUX MY>X4MH. Bes 0as3a JTaHHBIX HAXOJUTCS B CIICIUATIBHBIX KOMIIBIOTEpaX, 00CCIICYCHHBIX HEO0-
XOIIMMBIMH CpeficTBaMU Oe3omacHOCTH. CrieruanbHbI KOMATET HHCTUTYTA HAOIIOMaeT U Ipe/iaraet
MepBI TI0 00eCTIeYeHUI0 aHOHUMHOCTH METUITNHCKUX JaHHBIX TaIlHeHTOB.

WNHunuatuBa 1o BU3yaJbHOMY HM3Y4YeHHUIO 00sie3HH AublireliMepa Oblia copmupoBana B 2004 .
Y TIOCTaBUJIa Mepell CO0O0U 3ajiauy M3y4HUTh POJIb 'EHOB U BHEIUIHEH Cpellbl B Pa3BUTHUH ITOTO 3a00Jie-
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BaHMS, XapaKTePU3YIOUIETOCS OTepel MaMsTH, OCOOCHHOCTSIMU TOBEICHUS U JeTpajalield HepBHbIX
KJ1eTok. HNIInaTnBa pa3padboTaa miaHbl uecireqoBanuii 10 2017 . 1 B HacTOsIIEe BPeMs MTOIBICKHBA-
et 550 manueHToB B Bo3pacte oT 55 10 90 et co Bcero Mupa Il y4acTus B KITUHUYECKUX UCIIBITAaHU-
sx. B 2012-2013 rT. ObUI CEKBEHUPOBAH I'eHOM 818 MaIlMEeHTOB, a MOJyYCHHbBIE JaHHBIC UCTIOIb3YIOTCS
Y4YaCTHHKaMH MPOEKTa B Mmpolieccax JeueHus. UHUuaTuBa Takxke IPUCTYIUia K CO3AaHUI0 CBOETO
O0mobaHKa 1o 3TOMY 3a00JIEBaAHHUIO.

T'apBapickass MenMIIMHCKAsl BbICIIAas IIKoJa 3amycTuiia cBoil IlepcoHasbHBI T€HOMHBINH MPOEKT
C LIEJBIO BBISICHUTH CBSI3b MEXKIY T€HaMU M CTPYKTypoil muauBuayansHoit JIHK ¢ pasButnem mpu-
3HAaKOB TeJla B HOpME U MaToysoruu. IlanueHTsl MOMKHBI CHayaja BBIPA3UTh COTJacHe Ha ydacTue
B IIPOEKTE, a B NAJIbHEHUILIEM Ka)Jble TPU MECSLA 3aMOJHITh BOIIPOCHUK O COCTOSHUU 310POBbSI U TEX
€ro MO3UTHUBHBIX WJIM HETaTUBHBIX U3MEHEHUAX, KOTOPbIE OHU OLIYTHUJIM B MPOLIECCE CBOEIO YYACTHUS
B HeM. IIpu 3TOM Ka)JbIif YesloBeK Mpeaynpek/IaeTcs O TOM, YTO BBIBOJBI IIPOEKTA MpeIHAa3HAUCHBI
JUTSL TyOJTMYHOTO MCTIONB30BAHUS M UTO OPraHU3aTOPhl HE CMOTYT MOJTHOCTBIO TapaHTHPOBATH AHOHHUM-
HOCTh MX IEPCOHANIBHBIX JAaHHBIX. [lJ1s1 y4acTus B MPOEKTe Ha cOOECeIOBaHUU HEOOXOUMO IPOSBUTh
TIOHWMAaHWeE ero Tielieii 1 00IeCTBEHHOH 3HAaYNMOCTH.

Hecmotps Ha Mepsl Mo 00€3THYMBAHNIO TEHETHYECKUX JaHHBIX, B OMO0aHKax HE BCErja yaaeTcs
COXPAaHHUTh UX AHOHHMHOCTB. DTO MOKET MTPOUCXOJIUTH B TOM YMCJIE U B pe3yibTare NnepeTeKaHus re-
HETHYEeCKOH MH(OpPMAIIMK U3 OJHOW 0a3bl JaHHBIX B Apyryto. Mi3BecTeH ciryuali, Korja JaHHBIC IIOT-
JAHACKOTO MYXYHHBI, KOTOPBIA TOOPOBOJIIBHO clajl oOpa3er] KpOBH B MEIUIIMHCKUI On0OaHK, ObLIH
HCIIONIB30BaHbI (hOPCHCUICKON 0a30i MaHHBIX JJI OOOCHOBAHWS €0 OOBUHEHHS B IMpeIHAMEPEHHOM
3apaKeHUH KEeHIIMHBI BUPYCOM HMMYHoJeuunTa. TakuM myTeM Oblila HEOKUJAaHHO JIJISl HEro caMoro
HapyIeHa KOHUASHIUAIBHOCTD €r0 EPCOHATBHON FreHeTHYECKOH NHpOpMaLUU.

Kommepueckue 6azvr 0dannvix JJHK ycrienTHO pa3BUBAIOTCS HECKOJBKO IMOCIEIHHUX JCCATUIICTUN
Y UX TIONMYJISIPHOCTH CPE/IM HACENIEHNS Bo3pacTaeT. B oTimane 0T MeTMIIMHCKUX OMOOaHKOB KOMMepyYe-
CKMe KOMIIaHUH MPEICTABIAIOT HACEIIEHUIO CBOM YCIIYTH HAIpsAMYIo 0e3 MocpeHuYecTBa Bpauel min
WHOW TpeThed naptuu. JIFoOOH YeIoBeK MMeeT BO3MOKHOCTh KYNMUTh CHCIUAIBHBIA KUT JIJIsl B3SITUS
Onosorn4ecKkrux 00pas3IoB U 3aTeM HAIPABUTH €ro MOYTON B aJ[peC KOMIAHHK, KOTOpas IIPOBOJIUT aHATU3
ero nepcoranpHoi JIHK u cooOmmaeT knueHTy pesynbsratbl. Kommepueckue 6a3bl TaHHBIX TOMOTAIOT
KJIMEHTaM pemaTh psij IpodiieM MepcoHaIbHOTO CBOMCcTBa. K HUM OTHOCATCA MOCTPOEHHE TeHealo-
THYECKOTO JPEeBa CEMbHU, YCTAHOBIICHHE POACTBEHHBIX CBSI3€H MEX]Y JIIOAbMH, BBISIBICHUE OHOJIOTH-
YEeCKOH COBMECTHMOCTHU TP (POPMHUPOBAHUHU Iap, BHISIBICHUE BO3MOXHBIX I€HETHYECKHX PUCKOB Ha
OCHOBE ceMeWHbIX uctopuid. Takue 60a3pl ganHbIx JJHK 9acTo cTaHOBSTCS y3l1aMH COIIMAIBHBIX CETEH,
BBIXOJAIINX 3a TPENebl HAIMOHAIBHBIX TPAaHUI], OHU COACHCTBYIOT ()OPMHUPOBAHUIO TTap Ha OCHOBE
B3aMMHOH COBMECTUMOCTH, IOMOTAIOT IIPUEMHBIM JIETSIM B TIOMCKaX OMOJOTHUecKuX poautesnei. Kom-
MepUecKHre KOMIaHUH CO3Jat0T oomupHbIe 0a3bl qanubix JJHK, nMeromue MexayHapogHbIid MacTal.

Kommepueckas komnanus 23ufl (23andMe) 6bu1a ocnoBana B 2006 1. B Kanudopaun. Ona npezno-
CTaBIIAET CBOMM KJIMEHTaM WH(POPMAIHIO TI0 UX MMPOUCXOKICHNIO, O TEHETHYECKUX PUCKaxX 3a00JeTh
¥ BO3MOXKHOH peakIiy Ha HEKOTOpbIe JekapcTBa. B HacTosmee BpeMs yciyramu ee CiykObl niepco-
HaJILHOTO T€HOMA MOJIB3YIOTCS OKOJIO 650 ThIC. YeIOBEK B Pa3NUUYHBIX cTpaHaxXx. KommaHus mpoBo3-
IJIACHJIA, UTO €€ LEJIbI0 SBISETCS 00eCeYnTh KIMEHTOB MEPCOHAIBHON TeHETHYEeCKOW nH(popMaLneH,
BO3MOYKHOCTBIO ITOJICTUTHCS €€ C APYTHUMH YIaCTHUKAMH U Ha T0OPOBOIBLHOM OCHOBE MPUHATH yYacTHE
B reHeTHYCCKUX uccienopanusx. [lonmp3oBarenu mpuodpertaroT cBoit JJHK-kuT, moMemnaroT cBoro ciito-
Hy kak ucrtouynuk JIHK, peructpupyror ero ¢ noiayueHueM MHAMBUAYAJIBHOTO Gapkona JJIs TOCTyTa
K CBOMM T'€HETHYECKHUM JaHHBIM, 3aIOJHSIOT (POPMY O COTJIACUHU y4acTBOBATh U YCIIOBHUSAX OOCIYKU-
BaHMS, OTKPBIBAIOT CBOH cueT. Ciry)k0a TeCTHPOBaHMS 00ecredrnBaeT KOH(MUICHIINAIBHOCTh TeHEeTHYE-
CKOM 1 IepCOHANBHON HH(pOpPMaHH, HO MPENYIIPEXAAET, UTO OHA MOXKET UCTIONH30BaTh HMMEIOIINECS Y
Hee CBEJICHUS JJISI KOHTPOJIS ACATEIbHOCTH U €€ yIYUIIeHHUS.

Eme oqna kxoMMepueckasi KOMITaHUS T€HETUYECKOT0 TECTHPOBAHMS MalMeHToB Bo3HUKIa B 2006 T.
B mrare Maccagycerc. OHa paboTaeT ¢ Ma3KaMUy M3 MOJIOCTH pTa u 3a 169 moi. obecrieunBaeT Kiu-
eHToB MH(opManueld o prckax BOZHUKHOBEHUS OOJIe3HEH, a Tak)Ke J1aeT COBETHI MO PETYIHPOBAHUIO
Beca, MOJACPKAHUIO 3/I0POBBSI CEPACYHO-COCYANCTON CHCTEMBI, IPABHJIBHOMY MHUTAHUIO U COXpaHe-
HUIO OTIOPHO-J[BUTATEJIBHOTO arnapara. Pe3ynbraTsl aHanu3a xpaHsarces B 0a3e nanubix JJHK Ha npoTs-
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JKEHHUH CeMU JIeT, XxoTs cama JIHK moxeT ObITh yHHUTOXKEHA uepe3 10 mHel mocie cocTaBiIeHUs 0TYeTa
0 COCTOSTHUH 3/I0OPOBbsI KIINEHTA, KOTOPBIH MOYKET 03HAKOMHTHCSI C pe3yIbTaTaMH TECTUPOBAHUS THO0
B peXXHMe OHJIAIH, TUO0 C MCIIOIb30BAHNEM OOBIYHOM MOYTHl. KIMEHT MOXKeT MmoenaTh BOCIIONIb30-
BaThbCs yCcIyraMu MeéHeTHYEeCKOro KOHCYJIBTAHTa /ISl JIyYIlero MOHUMaHUs COCTOSHHUS CBOErO 3]10pO-
Bbsl. XOTs KOMIIaHUsI UMEET 3alIUTy KOHPUICHINAILHOCTH I'CHETHYECKIX U TIEPCOHAIBHBIX JJAHHBIX
KJIMEHTOB, TPETHU MAPTHH MOTYT Tak:ke UMETh A0CTyT K 0a3e ganubix J|HK. Ilpu aToM HeT rapanTum,
YTO UX COTPYAHUKH OYAYT MOITHOCTBHIO COONIONATH MIPaBHia AaHOHUMHOCTH KJIMEHTOB U HE UCTIONIB3YIOT
PaCKpPBITYIO FeHETHYECKY0 MHPOPMALIUIO TPOTUB CAMHUX KIIHEHTOB.

T'eneanocuueckue 6asvi dannwvix JHK co3naroTcss HA KOMMEPUYECKOH OCHOBE C 1I€IbI0 IOMOYb KJIHU-
€HTaM BOCCTAHOBUTb UX POJCTBEHHBIE CBSI3U U OKa3aTh COACHCTBUE B MOCTPOCHUU MPENKOBBIX U Ce-
MEHHBIX TeHeaJorndeckux apeB. [lepBriit 6noOaHK MO BEISICHEHUIO TTPOUCXOXKICHUS mmosBuics B 2011 T.
u yxe cobpan 6omee 200 Toic. o6pasznoB JJHK cBoux knmeHTOB M3 pasHbIX cTpaH. [is ananmza uc-
nosb3ytoT 700 ThIC. caliTOB MEPCOHAIBHOTO T'€HOMA /ISl CPaBHEHHS CXO/ACTBA, MPUYEM BKJIIOUEHBI HE
TOJIBKO CaUThl Y-XpOMOCOMBI U MUTOXOHJPHOHA, HO TAKXKE U ayTOCOM. 3a 99 O KJIUMEHT NOKYyHaeT
KUT I niepecbutkn oopasna ceoeit JJHK Ha aHanm3 m moxydaer ero pe3yibTaThl, T/l YKa3bIBaIOTCS
BO3MOXKHBIH dTHHYECKUH CTATyC, MecTo reorpaduyeckoro npoucxoxaenus JJHK, a takke Bo3MOx-
HOCTH CBSI3aThCSI C JPYTUMU JIIOJIBMH, KOTOPBIE HMEIOT CXOJICTBO 10 M3YyUYEHHBIM caiiTaM MepcoHasb-
Horo reHoma. ['enetnyeckast nHGpOpMaLns XpaHUTCA B 3aminieHHol 06a3e qanubix JJHK u moxet ObITh
WCTIOTB30BaHA TSl MCCIIEIOBAHMH, MPUYeM W TPEThel CTOPOHOH, HO 0e3 MpeaocTaBlIeHUs el mepco-
HaJIBHBIX JAHHBIX.

Hpyras reHeayioruveckas kommepueckas 6a3a ganabix JJHK Genebase mpenocrasmisier yciuyru 1o
BBISIBJICHHIO TCHETHUYECKHX CBS3EH MEXIy KIHMEHTAaMH, HO OTJIMYaeTcs Oonblieil oTKpbITocThio. OHa
MO3BOJISIET KJIMEHTAM MCIONb30BaTh PE3yJIbTaThl TECTUPOBAHUSI CBOCTO T'€HOMA IPYTMMU KOMIIAHUSMHU
Y TIPOBOAHTH CAMOCTOSITETIFHBIN TIOMCK T€HETHYECKOTO CXOJICTBA B OTKPBITOM Oaze maHHBIX. DakTHue-
CKH 3Ta 0a3a JaHHBIX, UMEIOIast 1765 ThIC. aKTHUBHBIX YJICHOB, MPEJICTABIISICT COOOW aKTHBHBIN BeO-CalT
JUT TEHETUYECKOM COLIMAJIbHOM CETH. YUYaCTHUKU CETH MMEIOT BO3MOXKHOCTh CPAaBHMBATh CBOM IEPCO-
HaJBHBIA TeHETUYECKHI MPO(UITL C JPYTHMH, BEISBISATH CXOJCTBO, HAXOIUTh CBOMX POAUTENEH, IeTeH,
JIPYTUX POACTBEHHUKOB U CBSI3bIBATHCS C HOIMU, CTPOUTH CBOE POAOCIOBHOE IPEBO FEHETUUECKUX CBSI3EH.

I'enorpaduuecknii mpoext mox srugoi HanmonansHoro reorpaduueckoro odmectsa CIIA Bo3-
HUK B 2005 T. ¢ 1IeTbI0 COBMECTHO, KOJUIGKTHBHO M MHIUBUAYAJIBHO HCCIEI0BaTh reorpaduyeckie Ko-
OpAUHATHI TPOUCXOKICHUS U IMMYTH MUTPAIIUU YEJIOBEKA MEK1Y KOHTUHEHTaAMU. YYaCTHUKAM MPOCKTa
MpeaaratoT KymuTh 3a 159 monn. xut nnsa nepecsuiku odpasna coeit JJHK nns ananuza. Kut nmeer
YHUKAJIBHBIA KOJI JIJIsI ITOCJIEAYIOLIErO JOCTYIIa OHJIAWH K pPe3yJibTaTaM I'€HOMHOI'O aHajau3a, KOTOPbIA
COICP)KUT JaHHBIE O TEHETHUYECKOM Npoduiie KJIWEHTa W yKa3aHue, OTKYJa POJOM MOIIH OBITH €ro
NPEIKN U KaKUMU TMyTSAMH OHU MOTJIM MUTPUPOBATh. YUYACTHUKOB MPEAYIPEKIAIOT, UYTO PE3YIbTATHI
WCCIICZIOBAHUM TPEATIONAraloT MyOJIMKOBAaTh B HAYYHBIX U MACCOBBIX CpeACTBaX WH()OPMAIMH U YTO
K 0a3e JaHHBIX MOTYT UMETh JJOCTYII COTPYIHUYAIONINE C TPOSKTOM TPEThH CTOPOHBHI.

B CHIA B 2008 r. 6611 ipuHAT AKT 00 oxpane reHetndeckoit mHpopmanuu (Genetic Information
Privacy Act), KOTOpBIH HallpaBJiieH Ha MPENYIPEKACHNUE FeHETUYESCKON JUCKPUMHUHAIIMH JIUIL CO CTOPO-
Hbl HAHUMaTeJIel U CTPaxoBbIX 00mecTB. OnHaKo dKcnancusi komMmepdyeckux 6a3 ganueix JJHK u cHu-
JKeHHE TPeOOBaHMH K OTPaHMYCHHUIO JIOCTYTA K TEPCOHAIBHON T'eHEeTHYECKOH MH(POPMAIIUU TPEThHX
CTOPOH OTKPBIBAIOT BO3MOXKHOCTH ISl 37I0ynoTpedneHuii. [IpaBooXxpaHUTeNbHbIE OpPraHbl CO3/AI0T
cBou (opeHcuiickue 6a3bl qanubix JJHK B mensx upenTudukanum npaBoHapymuTeiIel, mpuieM Jaei-
CTBYIOT B YCJIOBHSX OTCYTCTBUS TPAHCIIAPEHTHOCTH U UCIOJIb30BaHUSI MMEIOIIUXCS BOBMOKHOCTEH J10-
cTyna Kk kommepdyeckuM 6a3am nanabix JJIHK. HekoTopsie nia cTpemsTcs 0e3 coryiacus ApyTroro JInia
TaifHO B3ATh ero OmooOpa3ser (BOJIOC, CIIOHY M3 CTaKaHYMKA) M YCTAHOBUTH €TI0 T'€HETHYECKUI IMpPOo-
(buIb C 1eNbI0 BHIABICHUSI BOBMOKHOM POACTBEHHOM CBSI3U. DTO MPUBOAUT K HAPYIICHUSM MEPCOHAb-
HOW M TeHeTHYeCKON MPUBATHOCTH, NMPUUYEM CaMO JIMIO MOXKET Jake HE MOJ03PEBaTh O HapyLICHUU
KOH(HJICHIIMAIEHOCTH CO CTOPOHBI TPETBHUX CTOPOH. Cpeau KOMITaHWH, 3aHUMAIOIINXCS TeHeTHYe-
CKMM TECTUPOBAHUEM, UMEIOTCSI Pa3IMUusl B HOAXO0AAX K [TOJIYUYEHHUIO COIJIACHSI Ha yYaCTHE B IPOEKTaX
1 cTeneHu NHPOPMUPOBAHHOCTH KJIMEHTOB, a TAK)Ke€ B3aWMMHBIX 0053aTeIbCTBAaX CTOPOH. Pa3Hble ciy-
Yau yKa3bIBaIOT HA UMEIOIMeCs Ha JaHHBIH MOMEHT HEIOCTaTKH CHCTEM 0€30MaCHOCTH M OTPaHUUYCHHUSI
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BO3MOYKHOCTEH JIOCTyIa K TeHETHYECKUM JTaHHBIM, a Tak)Ke Ha HEOOXOIUMOCTh COBEPIICHCTBOBAHUS
3aKOHOJIATENIFHOTO PETYIHPOBAHUA 3TOM 00JacTH. BaHyI0 poiib HTPAIOT TaKKe MPOrpaMMBbl HHPOP-
MHPOBaHHUS U O0Opa30BaHMS YYACTHUKOB OMOOAHKOB M JOHOPOB OMOOOPA3llOB B COOTBETCTBYIOIIUX
pasjienax 3aKOHOIATEIbCTBA U YIKE CYyIIECTBYIOIIUX MPABUII PETYIUPOBAHUS NCATEIHBHOCTH KOMITAHUH
1 0MO00AHKOB, a TAK)KE B3aMMHBIX 0053aTEALCTB B MX OTHOIICHUSX C KIIHCHTAMU.

Pabora BemoTHeHA TpH (hriHAHCOBOH MoAIepkKe bemopycckoro pecnybnukanckoro ¢poxaa GyHa-
MEHTaJIbHBIX uccienoBanuii, goropop Ne I'13P-010 ot 16 anpens 2013 .
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