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OCOBEHHOCTHU PEXXUMA KOHOUIAEHIUAJIBHOCTH
IFEHETUYECKOU UH®OPMAIIUN

AnHoTanus: B crathe paccMarpuBaeTcs MPHHIUI KOHGUICHIMAIEHOCTH, PEAU3yeMbI TIPH MPOBEACHUN T¢HOMHBIX
HCCJIC/IOBAHUM, BBIIBIISICTCSI M PACKPBIBACTCs CHEeNM(pUKA €ro COACPIKATCIBHON YacTH B CBSI3U CO 3HAYMMOCTHIO
TCHETHYCCKUX CBEACHUI HE TONBKO JIJIs 00IaaTelisi, HO ¥ €ro KPOBHBIX POJICTBCHHUKOB. J[0Ka3bIBacTCS HEOOXOIMMOCTh
HOPMATHBHOTO 3aKPCIUICHHUS TapaHTHI COOTIOCHUS MCCIICAYEeMOro MPUHIIHIA ¢ YIETOM MOJOKEHUH MEXIYHAPOTHOTO
3akoHONaTeIbcTBA. O003HAUACTCS TPOOIEMa BBISIBICHUS M [TPABOBOM perilaMEHTAIINU CITyYaeB, Oy CKAIOIINX PACKPBITHE
TCHOMHOW HH(OpPMALMU TTOMUMO BOJH rpaxaaHuHa. Oco00 MOJHUMAETCS BOMPOC O BO3MOXKHOCTH HCIOJIB30BaHUS
0aHKa TeHETHYECKUX TaHHBIX B HAYUHBIX IENAX 0e3 uacHTudukanmm ux obdnanaTenei.

KiroueBble cjioBa: reHeTHUeCKass HHQOpPMAIIHS, TPHHINAN KOH(DUIACSHITHATBHOCTH, 00JIaareah HHPOPMAIIMHA U WICHBI
€r0 CeMbH, PACKPHITHE WH(POPMALINH.
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PRIVACY MODE FEATURES
OF GENETIC INFORMATION

Abstract: The article discusses the principle of confidentiality, implemented during genomic research, reveals
the specifics of its content in connection with the importance of genetic information not only for the owner, but also
for his blood relatives. The necessity of normative consolidation of guarantees of compliance with the principle under
study, taking into account the provisions of international law, is proved. The problem of identifying and legal regulation
of cases that allow the disclosure of genomic information in addition to the will of the citizen is indicated. The question
is especially raised about the possibility of using the genetic data bank for scientific purposes without identifying their
owners.
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[IpuHINIT KOH(UACHINATHPHOCTH BBICTYMAET Of-
HUM 3 (QYHJIaMEHTAJbHBIX STHKO-TIPABOBBIX Hadall
MOCTPOCHUSI B3aMMOOTHOIIICHHU CYOBEKTOB BO MHO-
IMX CEKTOopax OOIIEeCTBEHHOM *u3HHU. Ero cyTh, B ca-
MOM OOIIIEM BHJIE, COCTOHUT B TOM, YTO OTIPE/IeIICHHAS
nHpOpMaLH, MOTyYCHHas B Mpolecce U (Win) B pe-
3yJIbTaTe B3aUMOACHCTBYS (COTPYIHUYICCTBA) JIHII, HE
MTOJUTE)KUT CO3HATENIFHOMY HWIIM CIyYaiHOMY pasIiia-
IICHHUIO, & B CUTYallid HEOOXOAMMOCTH TIepe/iaun ec
TPETHUM ITUIaM JOJIKHA OBITh MpECTaBiIeHa B 00b-
eMe U (GopMe, MCKIIOYAIOIUMH €€ HCIIOIb30BaHHe
MPOTHB HMHTEPECOB COOTBETCTBYIOIIETO CYOBEKTA.
C pasBuTHEM YeIIOBEUeCKOro OOIecTBa, KaueCTBEH-
HBIM M KOJMYECTBEHHBIM YCIOKHEHHEM >KOHOMHYE-
CKUX W IOPUINYCCKUX CBSI3CH y JIONEH MOCTEIEHHO
(hopmMupyeTcs yCTOWYHBOE TPENCTaBICHWE O HaJM-
YU HEKOETo 0CcOo00Tr0 )KM3HEHHOTO «IIPOCTPAHCTBAY,
CBEJICHUSI O KOTOPOM KOHKPETHBIA WHIUBHUJ KEIAeT
COXpaHATH B TaliHe OT Apyrux. KoHueniuu HenpuKoc-
HOBEHHOCTH YaCTHOH JKU3HU CKJIaIbIBAINCH B Pa3HOE
BpEMsi, Ha Pa3JIMYHBIX TEPPUTOPUSX, IPU HEOTHOPOI-
HBIX yCJIOBHSIX U T. [I., OTHAKO MOSIBIIEHIE TaHHBIX T€O-
puii, T0 OONBIIOMY CUETY, 00YCIIOBIMBAIOCH OMHIUMH
Y TEMU Ke IPUINHAMH, 2 IMEHHO: )KeJIaHHEM YeJI0Be-
Ka COXPaHUTh WHAWBHUIYaJIbHOCTh, CBOW BHYTPEHHUI
MHp, 0 KOTOPOM OH HE KEJIaeT HUKOMY PacCKa3bIBaTh,
a TaKXe JIepXKaTh OT/JCILHBIC CBEJICHUS B TaliHE U Ca-
MOCTOSITENILHO OTNPENENATh 00beM HHPOPMAIHH, MO
nexarntei ormacke [1, ¢. 30]. I'eneTndecknue maHHBIC
YeJIoBeKa, HECOMHEHHO, HECYT B ce0e MHIUBUIYaIIU-
3UPYIONTYIO HH(POPMAITHIO.

Ha ceromusinuii geHp mpobiema 3h(eKTHBHOM
OXpaHBI TIPaB TPAXKIAH — 00IanaTeneii TeHeTHIeCKOM
nHpopMarmu (TIpeXKae BCETo, HA TMPEBCHTHBHOM OC-
HOBE) M OOECIICUCHHUSI COXPAaHEHUS ee¢ KOHQHUICHIIU-
QIBHOCTH BEChMa OCTPO CTOUT TEPE] MHUPOBBIM CO-
obmectBoM. K dncmy BaXHEHIIMX MEXKTyHAPOTHBIX
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aKTOB B c(epe TeHOMHKH, 3aTParuBaroInX JIaHHBIN
aCreKT, MOXHO, B YaCTHOCTH, OTHecTH BceoOmryro
nexnapanuio FOHECKO o reHome udenoBeka u mpa-
Bax dyejoBeka 1997 1, Bceolmyio meximaparuio
IOHECKO o 6mostuke u mpaBax uemoBeka 2005 r.,
Pezomrormro 9KOCOC «I'eneTnueckas KoHGUICHIU-
ATBHOCTHh W HemucKpuMuHaIms 2004 r.; mpaBoBOMY
pEeXUMY TPOBOIUMBIX T€HETHYECKUX HCCIIEIOBAHUI
Y TMIPUMEHCHUIO WX PE3yJbTAaTOB VICISETCS HEMAIOe
BHMMaHue 1 B MoneinpHOM 3akoHe «O 3ammure mpaB u
JOCTOMHCTBA YeJIOBEKa B OMOMETUITMHCKIX HUCCIIEHO0-
BaHHUAX B rocyaapctBax-ydactHukax CHI» (mpumst
B . Camkt-IlerepOypre 18.11.2005 mocraHOBICHH-
eM 26-10 Ha 26-M mieHapHOM 3acedaHun Mexmnap-
JAMEHTCKOM AccamOien ToCyapcTB — yYaCTHHKOB
CHI).

HccnemyeMblil TpUHIKIT HEPA3PHIBHO CBSI3aH C Ta-
KHMH Pa3HOIJIAHOBHEIMH IPABOBBIMU WHCTUTYTaMH,
KaK «BpadeOHasi TaifHa», «IepCOHAJIbHBIC IaHHBIEY,
«HGOPMUPOBAHHOE TOOPOBOIILHOE COTIIACHE)» U «aB-
TOHOMHUS BOJIWY MAIUCHTA, «3alPeT AUCKPUMUHAIIII)Y
u np. PexxuMm KoHOUACHINATIHPHOCTH COMPOBOXKIA-
€T BCIO COBOKYITHOCTH JICICTBUM, OCYIIECTBIISIEMBIX
C TeHeTWYeCKoN HWH(pOpMaIeit, — ee IMoIyuYeHHEM,
00pabOTKOM, MCITOIF30BAHUEM, XPAaHCHHEM W YHHY-
toxeaneM. [locnenoBarensHOE BHEIPEHHE W MPOBE-
JICHUE PacCMaTpPUBACMOr0 Hadyaia HEMPEIOKHO Tpe-
OyIOT yCTaHOBJIEHHS KOHKPETHBIX IIeJIel MOTydeHHS
Y HUCIIOJIb30BAaHUSI TEHETUYECKUX NAaHHBIX, CPOKOB U
YCJIOBUI MX XpaHEHUS, a TAKXKE MOPSIAKa YHHUTOKE-
HUSA UHPOPMALIUK.

[MomyTHO yKa)eM, 4TO MPHHIMI KOH(HICHIINAIb-
HOCTH MMEET MPSMOW BBIXOJ| HA MPHHIIUI COIIACHS.
OpnHako Ha3BaHHbBIE Havaja, KOHEYHO, HE yTPAadnBaIOT
CBOEH CaMOCTOSATENFHOCTH (B YaCTHOCTH, OHH HE MO-
T'yT OBITH PACCMOTPEHBI B CUCTEME KOOPIUHAT «00IIIee
Y 9aCTHOE», «IIPUYHMHA U CIEICTBHE» M T. I.), HECMO-
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TpsI HA OYEBUIHYIO B3AUMOCBS3b U JaXe, €CIIH YTOIHO,
«TIepeIuIeTeHUEY (TaK, 00S3aTeNBHOCTD ITOTyYSHUS CO-
IacHus Ha pPacKphITHe KOH(PHUICHIMATEHOW WH(pOpMa-
X — KOMITOHGHT peKuMa e¢ KOH(DHUIECHITHATLHOCTH).
Nmes 00OOIIEHHO CXOMHBIC TMPEAMOCHUIKH «IPOHC-
XOXKICHUS» W TieTieronaranus (obecnedeHre aBTOHO-
MHUH JIMYHOCTH, yBa)KEHUE €€ JIOCTOWHCTBA W OXpaHa
WHTEPECOB TPaKIaH), COIEPKATSIILHOE HAITOTHEHUE U
(yHKIIMOHAN pa30UpacMbIX OCHOBHBIX Hadall JIAJICKO
HE TOXIIECTBEHHBI: €CITM KOHIIENT COMNIACHS MPUYypO-
YeH K «CaHKI[MOHMPOBAHUIO» COBEPILICHHS TEX MHBIX
JEWCTBUI «HMCIBITYEMBIMY, TO Peaji3alys IPUHLIATIA
KOH(UACHIINATHPHOCTH HAalpaBlieHa Ha COXpaHEHHUe
TalHbBI MOTyYCHHOW B PE3yJBTaTe WX OCYIICCTBICHUS
nHpopMmartin. [1o3ToMy HOpMATHBHOE BBITYKIOE 000-
coOJIeHre PUHITUIIOB KOH(MUICHIIMATLHOCTH M COTvIa-
cus (CM., Harpumep, cT. 8, 14 MexayHaponHoii aexia-
parmun FOHECKO o reHeTHdecKuX TaHHBIX YEIOBEKa
2003 1) BrIoJTHE 3aKOHOMEPHO M 000CHOBAHHO.

CoOmroneHrie MpUHIKIA KOH(PHICHITMATEHOCTH
B NIPWJIOKCHUU K TEHETHUYECKON MH(POPMAIH UMEET
LIETIBINA sl 0COOEHHOCTEH. YMECTHO, Ha HAIIl B3TJIA,
BBIJICTUTH CJICIYIOIIUE CTEPIKHEBBIC (DaKTOPHI, IETEP-
MUHHUPYIOIIAE O3HAYCHHYIO CIeNn(DUKY:

a) Ype3BBIYaliHOE pa3zHOOOpa3ue BO3MOKHBIX Iie-
JIel TIPUMEHEHHSI PE3yIBTaTOB TeHETUYCCKUX HCCIIe-
JIOBaHWH, B TOM YHCJIE JIATEHTHBIX (MIPSIMO HE 3asB-
JIEHHBIX TIPH cCOOpE W MONTYYEHUU AAHHBIX) (yenesoll
aCIIeKT);

0) MHO)KECTBEHHOCTh CYOBEKTOB, IpaBa U MHTEPE-
CBI KOTOPBIX TaK WM MHAYE 3aTPAaruBalOTCA TeHeTHYe-
CKol nH(pOpMAIIHEi, HEOCPEACTBEHHO «IIPHYPOUCH-
HO¥» JIUIIH K OJHOMY U3 HUX (CyObeKkmmubiii aCTeKT);

B) OUCBHIHAS HECTAHIAPTHOCTh «0OOOpOTa»
TCeHETUYECKUX CBEJCHHI B OPraHU3al[MOHHO-TEXHU-
YECKOM aCIIeKTe (Opeanu3aytoHHbIL aCTICKT).

HazBaHHbBIE «JIeTEPMUHAHTBD) HAXOMIAT pelbed-
HOE OTpaXCHHUE MPU (POPMATHPOBAHKH (B TOM YHCIIC
B TIPaBOBOHM IUIOCKOCTH) PEKHMMa KOH(MHUICHITHATH-
HOCTH TeHeTHYecKkoi uupopmarmu. Ilpu 3tom, 3a-
METHUM, OHU OIOCPEIYIOT MEKOTPACICBOW XapakTep
periaMeHTaIli COOTBETCTBYIOUINX OTHOIIEHHH (3TO,
C OITHOW CTOPOHBI, 00ECIIeYNBACT MODKHYIO MOIHOTY
OXBaTa perTaMEHTAIMOHHBIX cep, a ¢ JIPyrou cTo-
POHBI, TIOYTH C HEM30EKHOCTHIO CO3JaeT MHTEpIpe-
TalMOHHBIE CIOKHOCTH U «yTSDKENAET) MPaBOMPUMeE-
HeHUe). B 4acTHOCTH, HEIPUKOCHOBEHHOCTh YaCTHOM
YKU3HU HE MOXKET HE MOMACTh MOJT TPaXKAaHCKO-TTPaBO-
BOE€ HOpMHpOBaHKE (TeM OoJiee YTO «IEPCOHANTBHBIC
JTAaHHBIC [a paBHO MHAs HH()OPMAIUSI O YaCTHOW KU3-
HU (U3UYECKUX JIHI|, — [0 TOYHOMY 3aKIFOYCHHUIO
B. JI. Py3aHOBOM, — UMEIOT CEPhE3HYIO TPaXIaHCKO-
MPaBOBYIO MOJOILIEKY» [2, c¢. 17—-18]); mpu sTOM Te-
KyIlleMy MOMEHTY CBOMCTBEHHA BCce Oosee mryOokas
«MHTEPBEHLMS» TPAKIAHCKOTO MpaBa B 00macTs He-
MMYIIECTBEHHBIX OTHOIICHUH (K IPUMEPY, «OIHUM W3
BaXHBIX COOBITHI B ’TOM OTHOIIEHHH, — IO BEPHOMY
yrBepkaennto JI. FO. MuxeeBoi, — cTajgo 3aKoHOIA-
TEJIBHOE JIOMYIICHUE COTIAIICHUH 1O TIOBOTY UCTIOJNb-
30BaHUS HEMaTepHAIbHBIX Omary [3, ¢. 183]).

OcHOBHOM c(hepoii, B paMKax KOTOPOH IIPUMEHSIOT-
sl TaHHBIE O TCHOME YeJI0BeKa, 0€3yCIIOBHO, SBISICTCS

MEIHUIMHCKAsI OTPacCib, 03aJadeHHas TUAarHOCTHKOH,
MPO(UIAKTHKON U JICYCHUEM HACIIEICTBCHHBIX 3a00-
JeBaHui. B nocnenHue necsaTUIETUS. HCIIOJIb30BaHUE
TeHETHYECKOW MHPOPMAIIHH TTOTyYHUIIO IUPOKOE pac-
MPOCTPAHECHUE B MPABOOXPAHUTEIILHOW CUCTEME IS
MOVCKA W MICHTU(UKAINY TPaXKIaH, paccieoBaHUs
MPECTYIUIEHUH, a paBHO OOHApY)KEHUS W OTIO3HAHUS
MpomnaBmmx 0e3 BecTH Jinil. bonbiol HHTEpeC TeHe-
TUYECKUE JTaHHBIE MPEICTAaBIAIOT IJIsl Pa3BUTHS He-
KOTOPBIX MMOMHMO MEIWITUHBI U OMOJIOTHH OTpacieit
HAyK{; KPOME TOT0, OHH MOTYT OBITh MCIIOJIh30BAHEI
MIpH MIPOBEACHUN CTATUCTHYECKUX M WHBIX MPHUKIAI-
HBIX UccienoBanuil. [Ipyu 3ToM AOBOJIBHO YacTO UMe-
€T MECTO «CTOJKHOBEHHUE» Pa3HOILUIAHOBBIX WHTEpE-
COB: TaK, B IpeABapuUTeNIbHOM AoKiaae «KoHKpeTHbIe
BOMPOCHI B OONTACTH TpaB yenoBeka. [IpaBa yemoseka
Y TEHOM 4YeJloBeKay», nmoarotoBieHHOM A. F0. Motok
s Komucenn o mpaBaM desoBeka DKOHOMUYECKO-
ro u CommansHoro Cosera OOH, HeOecrouBeHHO
OTMEUAaETCsl, YTO, C OJHOM CTOPOHEI, «OOECTICUeHUE
KOH(MUICHIIMATLHOCTH TPEAIoiaracT IOYTH MOJ-
HBIM KOHTPOJIb 38 MEIUIIMHCKOW MH(OpMaLueii», Ho,
C JIPyroil CTOPOHBI, 3TO MPEMATCTBYET MPOBEACHUIO
HCCIIeIOBaHUM, «KOTOphIE HEBO3MOXHBI 0e3 cBOOO/I-
HOTO... JJOCTyTa K MEAULNHCKONH MHPOPMAITHH. . .»
Hes3upas Ha TO YTO CHIEKTP HAIIPABICHU JeTah-
HOTO HCTIOJIb30BAaHUS TeHETUIECKHUX TAHHBIX TPaKIaH
B II€JIOM OOO3HA4YeH 3aKOHOM, KaKJas U3 HeJieil mo-
JydeHUsl JIOJDKHA MMETh YETKO OUYEPUYCHHBIC T'PaHU-
IIbI, YIUTHIBASA MTOTEHIIHAIBHYIO 3aUNHTEPECOBAHHOCTh
TPETHUX JIUI] B IPUMEHEHUN TeHETHIeCKON HH(pOopMa-
LUK A7151 COOCTBEHHOM BBHITOABI (B OaHKOBCKOH, cTpa-
XOBOM, TpyIoBoH u npyrux chepax). Kak ciencrsue,
OTCYTCTBHE CTPOTOTO LIEJIETONIaTaHNs MOXKET MPHUBE-
CTH K JUCKPUMHUHAIINY TPAXKIaH U HUBEIHPOBAHUIO
VX TIPaB HA yBaK€HUE JOCTOMHCTRA.
CuMnITOMaTHYHO, YTO B TpaKTHKe EBporerickoro
Cyna mo mpaBaM 4ejoBeKa HEPEAKH CIydau paccMo-
TPEHHS BOIPOCOB O IEJISIX MCIOIB30BAHUS TTOTYUCH-
HBIX B XOJI€ TEHOMHBIX HCCIIEIOBAaHHUI PE3yIbTaToB.
Hemanas gacte cropoB kacaercs XpaHEHHS OHOIO-
THYECKOTO Marepuajia OOBHHEHHBIX JIUII, OKa3bIBa-
IOIUX HECOOTBETCTBHE MEXIY COBEPIIEHHBIMH UMHU
JESTHYSIMHA U TEMU HETaTUBHBIMHU IO CJICACTBHSIMH, KO-
TOpBIE JOMYCTUMEBI IIPH UCTIONB30BAaHUU MX JAHHBIX.
IIpu paccMoTpeHun TaHHOW KaTeropuu Jei cyi, moj-
YepKHUBas 3HAYUMOCThH IPHUHIUIA KOH(DHICHIHAIE-
HOCTH, OOBIYHO 3aKJIIOYaeT, YTO MHTEPECH MallieHTa
¥ cOo00IIecTBa B IEJIOM B 3alIUTE MEAUIIMHCKUX JTaH-
HBIX MOTYT OBITh TEPEBEIICHBI UHTEPECOM K pacciie-
JOBAaHUIO U CylneOHOMY TMPECIENOBAHUIO MPECTYILIE-
HUS U TMyOJWIHOCTH CYICOHBIX Pa30MpaTeIbCTB, TIE
OHM MMEIOT ellle OoJIblnee 3HaueHue [4, ¢. 165].
[Tomumo mpodero, mpeaMeToM aKTUBHOTO OOCYX-
neHus (B TOM 4YHCIIEe Ha MEXIyHAPOIHOM YPOBHE)
MPOIOIKAET OCTaBaThCsl BOMPOC O BO3MOXKHOCTH U
YCIOBUSIX JOCTYNa TPETHUX JIMI[ K TEHETUYECKUM
nH(pOpPMAIMOHHEIM OaHKaM B IIEJISX MPOBEICHUS Ha-
YYHBIX HccienoBaHui. [loka3arenpHBI B 3TOM H3Me-
pennu nosoxkeHus cT. 5 GDPR (PernamenT EBpomneii-
ckoro ITapmamenta m Comera EBpormeiickoro coroza
2016/679 ot 27.04.2016 o 3ammre HU3UISCKUX JTUI]
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pu 00paboTKe MePCOHATBHBIX JAHHBIX M O CBOOO-
HOM OOpaIlieHNH TaKUX JaHHBIX ), YCTAHABIMBAOIICH,
gT0 WHMOPMAIUS COOMpaeTCs I KOHKPETHBIX, OT-
YETIIMBBIX M 3aKOHHBIX IeNieii 1 He 00padarhiBaThCs
B TIOCJICNYIOIIEM HECOBMECTUMBIM C ATHMH IEISMU
o0pa3om, HO TIpH dTOM JHajibHEHIas o0paboTka ays
apXUBHBIX IIeJIel B MyONUYHBIX WHTEpecax, B IEJIX
WCTOPUYECKHUX WM HAyYHBIX UCCIICAOBAHUN WM NS
CTaTUCTUKHU HE CUNTAETCSI HECOBMECTUMOMN C Hadajb-
HBIMH TIEIIIMH («OTPaHUYCHUE TIETBIOY ).

[ToMrMO BO3MOXXHOCTH «MHOTOCJIOHHOTO» HC-
TTOJTE30BAHYS HHPOPMAITUH PEKUM KOH(MUICHITHATH-
HOCTH B O0JTaCTH T€HOMHUKH, TIOBTOPHMCSI, COTIPSKEH
¥ C HAJIWMYUEM MHOKECTBEHHOCTH JIHIl, HATIPSIMYFO
«3aBHCHMBIX» OT pe3y/JbTATOB FeHEeTHYeCKHX HC-
cJIeoBaHMii. DTO BhI3BAHO CIEIU(BUKON 0003HAYCH-
HOTO 00BEKTA, 3aKITFOYAIOIICHCS B TOM, YTO CBEIICHUS
0 T€HOME OJHOTO YeJIOBeKa Coaep)kaT WH(POPMAIIHIO
0 TeHOMaXx WICHOB €ro ceMbH [5, c. 186]. Tem cambim
CYOBEKTHBI COCTAaB OTHOIICHUH, BO3HUKAIONIMX IO
MMOBOAYy T€HOMHON WH(OpPMAIUK, UMEET BECOMYIO
(1 arprOpHYI0) 0COOCHHOCTD — TTOJTYYCHUE U HCTIONb-
30BaHUE TCHETUYCCKUX JIaHHBIX OJHOBPEMEHHO 3a-
TParvBaroT HHTEPECHI TPYIIITHI JIHII.

B cBete ckazaHHOTO HaNMIO MOTPEOHOCTH ydeTa
MpaB ¥ HHTEPECOB HE TOJIBKO HEMTOCPEACTBEHHBIX 00-
JajaTesiell Ha3BaHHBIX JAHHBIX, HO W JIHII, CBSI3aHHBIX
¢ HUMH TeHeTn4deckd. [Ipu 3TOM BO3HHKAET HECKOIb-
KO Y3JIOBBIX BOINPOCOB IMPHU OOECICUCHUN pPEKUMa
KOH(UICHIIMATHHOCTH, B YaCTHOCTH, IO TTOBOJY:

— HEOoOXOIMMOCTH PAacKpbITHS CBEIEHUH pOoJ-
CTBCHHHKAaM, OCOOCHHO B CIIy4yae PHCKOB Pa3BUTHSA
HACJIEJICTBEHHBIX 3a00JI€BaHNUH;

— 00s13aTeTLHOCTH COOOMIIEHUST HHGDOPMAITUN JTHITY
MIPH OTKA3€ OT €€ TOTYUICHUS.

B nanHOM KOHTEKCTE CIIeyeT pa3andaTh COTIacHe
JUIIa HA WCCIIeIOBaHUE M COTNIache Ha WHPOPMHUPO-
BaHUE O IMOJyYEHHBIX pe3ysbTarax. [lpu aHOHUMHOM
MPOBEACHNUN TIPOLEAYDP AJIS CIICIUANNCTA HE BO3HU-
KaeT HeOOXOAMMOCTH TIPHHSTHsI pPemIeHus o0 06s13a-
TEJIHHOM COOOIIEHUM 3HAYMMOW HMTOTOBOH HH(OP-
MaIy TaIUeHTy mpu ero otkaze. Kak cremcrtsue,
BO3HUKAET CJIOXHASI TUJIEMMa: C OTHOW CTOPOHBI, KaK
OTIpaB/IaHHO 3asBIISCTCS B JINTEPAType, COOIIOICHIE
KOH(UICHIIMATHLHOCTH — BaKHEHIIIee MPaBUIIO Bpave-
BaHUS, HO, C APYTON CTOPOHBI, JOJIT TIOMOYB YEIOBEKY
SIBIIIETCST CTOJIb )K€ 00SI3aTeIbHBIM (M HE MEHEE BOC-
TpeOOBaHHBIM) MOPAIBHBIM TPUHITUTIOM MEIHUIINH-
ckoro paboTtHuKa [6, c. 6].

JroOomeiTHO, uTO 3THYeckuii komuTeTr HUGO
BO3, anamm3upyss HpPaBCTBEHHYIO COCTABIISIONIYIO
«000poTa» COOTBETCTBYIOMIEH WH(DOPMAIIHH, TTOCUH-
Tajl JICTUTHMHBIM PAacKpPBITUE CBEICHUH KPOBHBIM
POICTBEHHMKAaM [TOHOPA JJIsi ONpEIENIeHUs] X TeHe-
TUYECKOTO CTaTyca, YUUTHIBAs CBSA3b PE3YJbTAaTOB Te-
HETHUYECKOTO TSCTUPOBAHUS CO 3I0POBHEM HE TOJIBKO
CaMoro JINIa, HO U €T0 CEMbHU; MEXKIY TEM MPeI0CTaB-
JICHHE Takoi nHpopMaluyu padoTOAATEIAM, CTPAX0OB-
IMKaM, O0pa30BaTeIbHBIM OpPraHU3ANUSAIM HEIO-
IMyCTUMO; HAaKOHEIl, YYeHble MOTYT HCIOJIb30BaTh
MOJTyYeHHBIE OT JIMIA JaHHbIE UCKIIOYUTEIHHO C €T0
cornacus 1 6e3 uneHrudukamnuu [7, c. 66].

Pemrennie mocraBieHHBIX 3a/1ad, pasyMeeTcs, Tpe-
OyeT JJIsl KaXJIOTO OTACIBHOTO TOCYIapCcTBa BHIPAOOT-
KM W BHEIPEHUs] COOCTBEHHBIX MOJIOKEHHUH, TPHYEM
BechMa JIeTalbHBIX. M3yUueHne yke MPUHSATHIX aKTOB
3apy0eKHOTO 3aKOHOJATENILCTBA B YACTH 3aKPETUICHUS
MeXaHU3Ma, 00eCIIeUMBAIOIIETO KOHDHICHIINATBHOCTh
TeHETUYECKOW MH(OPMAIIUH, TIOKa3bIBAET OTCYTCTBHE
€IMHOOOPA3HOTO MOAX0Aa MpH (HOPMYITHPOBAHUU CO-
OTBETCTBYIOIIMX HOPM. Tak, B 3aKOHOJATEIILCTBE
CILIA mpemycMOTpeHbI KOHKPETHBIC TPEOOBAHUS K pe-
3yJlbTaTaM FeHETHYECKOTO TECTUPOBAHUS, YETKO yCTa-
HOBJICHO, YTO JaHHas MH(OPMALIUS SBIIICTCS KOH(HU-
JICHIIMATEHON W HWCKITIOUMTENFHON COOCTBEHHOCTHIO
rpoBepsieMoro Jimiia. OHa He MOXET OBITh PaCKphITa
0e3 ero cormacus, 3a HEKOTOPBIMH HCKIIFOUSHUSIMHU,
YCTaHOBJICHHBIMH B OT/IENBHBIX IITaTax: B mrare dmo-
puna — A IPOBEJCHUS YTOJOBHBIX PACCIICIOBAHUIA,
B mtare JKOpIHKHS — [T OCYIIIECTBICHHUS UCCIIeI0Ba-
HUS B HAYYHBIX IEJSIX C COOMIONEHNEM aHOHUMHOCTH,
B mTare BalloMUHT JOMyCcKaeTCs CKPHHUHT HOBOPOXK-
JICHHBIX Ha HACJIEACTBEHHBIE 3a00JIEBaHMUS; TTOMHMO
3TOTO, B PsJIC IITATOB BBEACHO MTPABUIIO 00 00sI3aTeIb-
HOM KOAMPOBAHUU T€HETUYECKUX CBeeHuH [ 8, c. 102].
B Hrtamuu oTnenbHbIE aclEeKThl TEHETHYECKUX CBEE-
HUH MOTYT OBITh PACKpPBITHI WIEHAM CEMbH NaxKe MpPHU
OTCYTCTBMH coracus narnuenTa. B Poccun B cT. 15 Ce-
MeWHOoro Kozekca PO 3akpernsieHa BO3SMOKHOCTh ME/TU-
IIUHCKOTO 00CIe0BaHys OyyIIMX CYTPYTOB, BKITIOUas
MEIUKO-TCHETUYECKOE KOHCYJIBTUPOBAHUE, UTO TAKKE
mpeanosaracT coodmenue nHpopMarun 000uM Mmap-
THEpaM o OyIyIeM IMOTOMCTBE, HO TOJIBKO C COTIIACHS
YKa3aHHBIX JIWII, IPU 3TOM IMOJYEPKHUBACTCS, YTO JaH-
HBIE CBEJICHUS COCTABIISIIOT BPaueOHYIO TaliHYy.

B npodeccronanbHbIX coo0IIecTBax MpeBaIupyeT
MOJIX0J], B COOTBETCTBUU C KOTOPBIM PACKpPHITHE WH-
(hopmanmu T0JDKHO OBITH YCMOTPEHHUEM Bpada-CIeIH-
amucta. Harmpumep, B 2009 . ACMG (AmepukaHckas
KOJUICTHSI MEIUIIMHCKOW TeHETUKH) PEKOMEHJ0Baja
BpauaM MH(QOPMHUPOBATh MAIIMEHTOB M POJCTBEHHHU-
KOB U3 TPYIIBI PACKA O TIOCIEACTBUSIX PAa3BUTHS BbI-
SIBIICHHBIX aHOMAJIUI MPU BBICOKOM PUCKE MPUYHHE-
HUS Bpela W HAIWYNH JIEHCTBEHHBIX MEIUIIMHCKHUX
CpE/CTB NMPOPUIAKTHKY U JICUCHUS] TCHETHYECKU 00-
YCIJIOBJICHHBIX 3a0oneBanuii [9, c. 135].

B atoM pakypce 00bl110# HHTEPEC BRI3BIBACT POp-
MHPOBAHHE U PA3BUTHE COOTBETCTBYIONICH CyIeOHOM
npakTuku. B dactHocTH, B BenukoOpurtanum cyneo-
HOE pa30upaTeIbCTBO OBLIO HHHUITHUPOBAHO WICHAMH
CeMbH TalreHTa, He MPOUH(POPMHUPOBAHHBIMHA O €TO
TSOKEIIOM HACJIEICTBEHHOM 3a00JICBAHUM W B HTO-
Te PONMBIINMH PEOCHKA C OONBIION BEPOSTHOCTHIO
pasBUTHSA cMepTenbHOro 3aboneanms [10, c. 150].
B CHIA Taxxe W3BECTHBI CiTyya CyAcOHBIX HCKOB K
MEIWIMHCKAM YUPEXIECHUSIM CO CTOPOHBI OJMM3KHUX
POICTBEHHUKOB OTHOCHTENBHO TMOCJEICTBUI pa3BH-
THSI TCHETUYCCKUX 3a00JICBaHMIA, BEI3BAHHBIX OTCYT-
CTBHEM y HUX NaHHBIX cBeacHwi [11]. OO0OIEeHHO
MOXXHO O00O03HA4YUTHh MO3MUIMIO, COITIACHO KOTOPOH
CHCIMATTUCTAM CIEyeT Pa3bsCHATh HETIOCPEICTBEH-
HO CaMOMYy TAIIMEHTY OIMAcCHOCTb COKPBITHS WH(OP-
Malii M TOJNIBKO B KPaHUX CIydasx CcOOOIIaTh ee
POICTBEHHUKAM 0€3 COTNIACHS TTIOCIICTHETO.
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Opraan3anMoOHHO-TeXHHYECKAsi COCTABJISIIOIIAsA
mporenypel 3a00pa, XpaHEHUs, HWCIOIb30BaHUS U
VHHUYTOXKCHUSI TEHETHYeCKoH WHQopMammu Takxke
MMeeT CBOM OTIMYUTeNbHBIe 4epThl. [Iporecce «o06o-
poTa» MHPOPMALIMU BKITFOYAET HECKOJIBKO ATAIOB, Ha
Ka)KIOM U3 KOTOPBIX, KaK MPaBWIIO, B MPOLEAYPY BO-
BJICYEHBI PA3INYHbIE YIACTHUKH, MEXaHU3M B3aHUMO-
NEHCTBHS MEX]Ty KOTOPBIMU JIOJIKSH OBITh JIETAIEHO
mpopaboTaH BO M30eKaHNe MOTepH NaHHBIX. [Ipexie
BCETrO, Ha TIEPBOHAYAIILHOM JTare MOJTY4YeHHUS TeHe-
TUYECKUX CBEICHUIN BCTAET BONPOC 00 UACHTHU(UKA-
nuu ux obmamarens. [lpu o0e3TMIMBaHUK CBEACHHMA
npoOieMa coxpaHeHUs KOHQPHUIACHITMAIBHOCTH YKe
HE CTOUT TaK OCTpO. B paMkax 0003HaYeHHOTO 3Ta-
1a B HayKe YIeJNsIeTCs MOBBIIIIEHHOE BHUMAHHE CBSI3U
YelioBeKa ¢ OMoMarepraoM, U3BATHIM U3 €ro Tesa C
LENbI0 M3Y4YCHHS €r0 T'CHETUYCeCKU HH(OopMaIuu.
B CIIA B kxadecTBE BO3MOXKHOTO CPEICTBA 3aITUTHI
KOH(HICHIIMATILHOCTH TEHETHYCCKUX 00pas3IoB H
nH(pOopMaIK OBUIO MPEIOKEHO TPUMEHEHHE UHCTH-
TyTa mpaBa cobctBerHoctH [12, . 139]. [To MEHeHHIO
IpyTUX HCCIEeIOBATEeNeH, UCTIONb30BaHNUE MPABOBBIX
KOHCTPYKIIUM BEIHOTO MpaBa B OTHOIICHUU YEJIOBE-
YecKOro MaTepuala M JOBEpUTEIHbHON WHQOpMaIuu
MPOTHBOECTECTBEHHO, W00 BO3HUKAIOMINM OTHO-
IICHUSIM HE CBONCTBEHHAa 3KOHOMUYECKAsl MPHPOIa
[13; 14, c. 50]. B mobom cirydae ciaemayeT SKCTUTAITNAT-
HO pasrpaHUYHBaTh B COCTaBE OOBEKTOB COOCTBEHHO
TeHETUYECKUI 00pas3el] v MOMyUYSHHYIO B pe3yabTaTe
€T0 UCCIeOBaHUs HHPOPMAIHIO.

Ilpouenypa uCHONB30BaHUSI TE€HETUYECKOW WH-
(dopMaIi TaKkKe HWMEET CBOM CIIOXKHOCTH. boib-
IIMHCTBO MPABOMOPSAKOB OTHOCAT NAaHHBINA OOBEKT K
MepPCOHANBHBIM TAHHBIM, PAaCIIPOCTPAHSSI Ha HETO CO-
OTBETCTBYIOIIHE MpaBmiia. BmecTe ¢ Tem, 00mmx Mep
OXpaHBI MIEPCOHANBHBIX JAHHBIX HE BCET/a I0CTaTo4-
HO JIsi obecriedyeHusi Oe30MacHOCTH TEHOMHOM HMH-
(dopMarm, 94To CBHIETEILCTBYET O HEOOXOIAUMOCTH
pa3paboTKH B OTHOIIEHNH HEE aBTOHOMHBIX TapaHTHI
B CHCTEME CPE/ICTB 3alUTHI MEPCOHAIBHBIX JTaHHBIX.
[Tone3eH B JOTHKE CKa3aHHOTO OMBIT EBPOIEHCKUX
FOPUCAUKIIAN, KOTOPBIE B PAMKaX 3aKOHOB O 3alllUTe
JMAHHBIX OTHOCAT TEHETHYeCKHE CBEINCHHS K Kare-
ropud KOH(UICHIMATBHOW JIMYHOW WHQOpMaIuHy,
TEM caMbIM IpHJaBas UM Oojiee BBHICOKHI YpOBEHBb
3alIUThl. B OoTeuecTBEHHON NOKTpUHE, KCTaTH, MpU
aHaJIM3e Mep MO OOCCICUCHHIO peXrMa KOH(HICH-
[MATBHOCTH HEOJHOKPATHO M PE30HHO OTMEYasach
BaXKHOCThH HE TOJIbKO HOPMAaTHBHBIX 3aIPETOB M OTrpa-
HUYCHUH B OTPACIICBBIX 3aKOHAX, HO M CICIHATBHBIX
WHCTPYMEHTOB HH()OPMAIMOHHOTO TpaBa C y4eTOM
MEXIYHApOJHOTO OMbITa. Tak, MOCKOIBKY COXpaHe-
HUE KOH(UICHIINATHLHOCTH TeHETUYECKOH mHpopMa-
LUU SIBJISIETCSI TApAaHTUEH 3allUThl YaCTHOM >KU3HH,
Komexec HUGO (MexayHapoIHBIH KOIEKC TTOBEICHUS
JUIsE OOMEHa JaHHBIMH B 00JIACTH TEHOMHUKH U 3]IPaBO-
OXpaHEHWs) MIPeayCMaTPUBACT, UTO 10 Hadaima cOopa
OHMOJIOTMYCCKUX 00pa3lioB HEOOXOAMMO Pa3padoTaTh
Y BBECTH B JICHCTBHE NPOIICyphl KOAHUPOBAHUS TIOTY-
qaeMoil nH(pOpMaruy, KOHTPOIUPYEMOTO JOCTyIa K
Hel 1 K OMOJIOTHYECKUM 00pasiiaM, a TakKe IpaBuiIa
ux nepegadu U xpanenus [15, c. 20]. He menee 3Ha-

YUM PUMEHHUTETHHO K U3y4aeMOMY OOBEKTY BOIIPOC
0 CPOKaxX XpaHCHUS U TIOPSAAKES YHUYTOXKCHHUS, aCK-
BaTHOE HOPMHUPOBAHHE KOTOPOro, OeccropHO, CO3-
JlaeT JOTIOHUTEIbHBIE TaApAaHTHH TIpaB obamaTeneit
WHPOPMALHH.

B 1ie;toM MOXXHO KOHCTaTHpOBaTh, YTO OOJBIIIH-
CTBO MEXAYHApOIHBIX HOPM B YacTH OOeCTIedeHHS
MPUHIUTIA KOHPOUACHIINATBHOCTH HOCAT JACKJIapaTUB-
HBIM XapakTep, MpoBo3Iamas 0a30Bble Hadajia, KO-
TOPBIMH CJIETyeT PYKOBOJICTBOBATHCS TPU BBIPAOOTKE
HAIMOHAJBHBIX TONokeHUH. [lockoibKy comepika-
TeNbHAs CTOPOHAa W (QOPMBI TPOSBICHUS JTAHHOTO
MPUHIMIA B cepe TeHOMHBIX HCCIeOBaHMA 00mna-
JIAIOT OIPE/ICIICHHOM crienn(UKON (€ro TpaKTOBKa HE
CTONb OJHO3HAYHA), MIPABOBasl PETIaMEeHTalUsl COOT-
BETCTBYIOINX TIOJIOKEHUH TpeOyeT OpraHu9IecKOro
nmogaxona. be3ycnoBHO, BEIJCICHHBIE HAMH KITHOYC-
BbIC KPUTEPHH, ONPE/ICISIONINE CICIUPUKY PexKHMa
Hepa3IIalleHns: TeHOMHOI HH(OpMAaIiH, TECHO CBS-
3aHbI Mexay coOoi. [lo 3Tol mpUYMHE TOIBKO BBI-
paboTka KOMIUIEKCHBIX MEp CIIOCOOHa 00ecIednTh
COOMNIONICHNE TPHUHIUIA KOHPHUICHIMATBHOCTH TPU
MPOBEAICHUN T€HETHYECKUX HuccienoBanuii. Ctporoe
1IEJIEBOE HCIIOIB30BAHHUE PE3yJABTaTOB T€HETHYECKUX
TECTHPOBAHUH MTO3BOJIAT H30€KaTh HEOOOCHOBAHHBIX
MPUTS3aHUN Ha IOCTYI K MOJYYCHHBIM pe3yabTaTam
CO CTOPOHBI TPETHUX (JICTaIbHO HEMOMMEHOBAHHBIX )
sutl. OgHAKO B CHITy OTCYTCTBHUSI CTPOTO MHIWBUIY-
QIBHOTO XapakTepa FeHeTUYEeCKON WHpOopMaIyu BO3-
HUKaeT HEOOXOAUMOCTh B IPUHITHHA KOMIIPOMHUCCHBIX
pelIeHu, AOMyCKaloMMX OTCTyIUIEHHEe OT WMIepa-
TUBHBIX TPaBUJ NMPUBATHOCTH cBeAcHUU., C yueToM
OTbITa 3apyOEKHBIX TOCYHAapCTB, AOMyCKaeM BO3-
MOXXHOCTh WH(GOPMHUPOBAHHS M KOHCYIBTHPOBAHUS
POJCTBCHHUKOB IAIIMEHTA B CUTYaIlMK OOJBIION Be-
POATHOCTH pa3BUTHA (TIOSBICHHUS) Y HUX TSDKEIOH Ha-
CIIEZICTBEHHOCTH. HecMOTpst Ha WHAMBUAYATHEHOCTD
U «OIICHOYHOCTE)» Ka)XJIOTO CIIy4as, POCCHICKOE 3a-
KOHOZIaTeNILCTBO HYXJAeTCS B BBIPAOOTKE SICHOTO
YHUBEPCAJHHOTO aJITOPUTMa COBEPIIEHHSI COOTBET-
CTBYIOIIUX JIEHCTBUIA CHEIIMATUCTOM (pa3bsICHUTECITh-
Has paboTa C MaMeHTOM, COTJIACOBAHUE JICHCTBHIM C
STHYECKUM KOMUTETOM H T. 11.). 3HAUUMO B KOHTEKCTE
KOH(DHICHIIMATLHOCTH U JICTalbHOE PEryJIMPOBaHUC
«o0opoTay reHoMHOU HH(OpMaIuK. Becromoraress-
HOM Mepoil B 00ECHEUEeHHUH pEeXUMa COXPAHHOCTH
TCeHETUYECKUX CBEICHUN MOXET CTaTh HOPMHUPOBa-
HHE CPOKOB XPaHEHUS W MOPSAKA YHUUTOXKEHHS TI0-
JMy4eHHBIX NaHHBIX. HakoHel, IIeHHbIM BHUIWTCS U
AKTUBHOE BHEApPEHUE HH(POPMAITMOHHBIX TEXHOJIOT MM
C 3aKpeIuIeHHeM B HOpMax IpaBa JJis 3alUTHl TeHe-
THYECKUX CBEJEHUH (HampuMmep, MOCPEIACTBOM HX
KOJMPOBAHHUSA).
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