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3alMTa reHeTMYeCKNX AAHHbIX NPYU reHeTUYeCKOM
TeCTUPOBAHUN U FeHOTEepaneBTUYECKOM NIeYeHUH:
UHPOPMALIMOHHO-NPaBOBbIE aCNeKTbl'

AHHOmMayusA. B ctatbe nccnenytotca Npobaembl 3aLMTbl FEHETUYECKUX AAHHbBIX C NO3UUUIA MHPOPMALMOHHO-
ro npasa. MeTo40/10rM4ecKom oCHOBOM PaboTbl BbICTYMNAlOT CUCTEMHbIN NOAX04, METOAbl aHaM3a U CUHTE3a,
CpaBHUTENIbHOTO NpaBoBeaeHUA. B paboTe reHeTMyeckan MHPOpPMaLMA pacCMOTPEHA Kak KoHpUaeHUnanbHan
MHPOpPMaLMA O 340POBbE, KaK 0OBEKT reHEeTUKM MNONYAALUN U Kak BMOMeTpUUeckue gaHHble. NposeaeHHbIN
aHaM3 NO3BOJIMA CAENATb BbIBOA O TOM, YTO 3aLUMTa reHeTUYeckon MHpopmaLms TpebyeT BBegeHUA 0CobbIX me-
XaHW3MOB NPABOBOM 3aLLUTbl — PeXMMa CTPOro KOHTPOSIMPYEMOTO UCNO/Ib30BaHUA. [EHETUYECKME fLaHHbIe MOTYT
MCNONb30BaATbCA B ABYX OCHOBHbIX HAanNpaBAeHUAX: ANA U3yYeHUsa 0COBEeHHOCTEN OTAENbHbIX UL, B pe3ysibTaTte
QHA/IM3a UX TEHETUYECKUX AaHHbIX; ONA UAEHTUPUKALUM UL, NO UX TEHETUYECKMM OTnevaTKam. [eHeTuueckui
QHA/IM3 XapPaKTEPUCTUK NNLLA MOXKET NPOBOANUTLCA TONIbKO B MEAULMHCKUX MAW Hay4dHbIX Lenax. Cornacme anua
OOJIKHO BbITb MONYYEHO A0 NPOBEAEHMA UCcCnes0BaHUA. POocCUMCKoe 3aKOHOAATENLCTBO TPebyeT yTOUHEeHUS
B OTHOLWEHUM GOPMbI U CPOKa AENCTBUA TaKoro cornacus. AHanmus otnedaTkos [IHK B 061acTu rpaskgaHCKoOro
CYA,0MNPOMN3BOACTBA MOMKET OCYLLECTBAATLCA TONIbKO MO TPeOOBaHMIO cyAia U C COTNacKA 3aMHTEPECOBAHHOIO nLLa.
3anpeT Ha «AUCKPMMUHALMIO» NO NPU3HAKY COCTOAHWUA 340P0BbA, B TOM YMC/e 3anpeT NPUHMMATL BO BHUMaHMWe
pe3ynbTaTbl rEHETUYECKMX TECTOB, NPEACKa3blBatOLWMX eLle He BbiABNEHHOE 3ab0neBaHMe NN FTEHETUYECKYIO
npeapacnosioXKeHHOCTb K 3a60/1eBaHNI0, MOXKHO pacCcMaTpuBaTb Kak 0bLLMI 3anpeT Ha UCNO/Ib30BaHME «MNpPo-
FHOCTUYECKUX» TEHETUYECKUX TECTOB B SKOHOMMUYECKMX U COLLMANbHbIX LLENAX.
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Abstract. The paper explores the problems of protection of genetic data from the perspective of IT law.
Methodologically, the study is based on the system approach, methods of analysis and synthesis, comparative legal
approach. In the paper, genetic information is defined as confidential health information, an object of population
genetics and biometric data. The analysis makes it possible to conclude that the protection of genetic information
requires the introduction of special mechanisms of legal protection, namely: the regime of strictly controlled use.
Genetic data can be used in two main areas: to examine the characteristics of individuals based on the analysis
of their genetic data; to identify individuals by their genetic data prints. Genetic analysis of facial characteristics
can only be done for medical or scientific purposes. The person’s consent must be obtained before the study is
carried out. Russian legislation requires clarification concerning the form and duration of such a consent. Analysis
of DNA images in civil proceedings can only be carried out at the request of the court and with the consent of the
person concerned. Prohibition of “discrimination” based on health conditions, including prohibition of taking into
account the results of genetic tests predicting a yet unidentified disease or genetic predisposition to a disease, can
be interpreted as a general prohibition of the use of “prognostic” genetic tests for economic and social purposes.
Keywords: information; DNA; genetic information; protection of genetic information; disclosure and confidentiality
of genetic testing results; informed consent; biometric data; confidential information; legal regime of genetic
information; population genetics.
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aK OTMeYaeTca B HayKe, «NOCTreHOMHas 3Mo-
Xa, B KOTOPOW Mbl }KMBEM CETOAHSA, ABNAETCA
nepuoaom MHTepnpeTaLmm reHOMHOM UH-
dopmaumm»’,

B HacToALMIA MOMEHT MOXHO BbIAENNTb HE-
CKONIbKO BUA0B reHEeTUYECKOro aHan3a, KoTopble
MO3BOAOT NONYYUTb NPEACTABAEHME O NEPBOHa-
YyasibHOM Bronornyeckom obpasue:

— obHapy)KeHMe KOHKPETHOTO FreHa C MOMOLLbIO
reHeTMYeCcKoro MapKepa, T.e. C MOMOLLbIO reHa
nnu nocnegosatenbHoctn AHK, KoTopble 6bin
BblOPaHbI, NOCKO/IbKY CUCTEMATUYECKM paco-
No¥eHbl B6IM3M MCKOMOTO FeHa, U KoTopble
nerye obHapyuTb b61arogapa nx N3BeCTHOMY
PacnonoXKeHMIO B XPOMOCOME;

— NAaeHTUPUKaLMA HECKONBbKUX FEHETUYECKUX
MapKepoB B reHome (reHOTUNUpPOBaHueE);

— YCTaHOB/IEHME MOJIHOFO FEHEeTUYECKOTO KOAa
yenoBeKa (cekBeHMpoBaHue);

— nepuoauyeckoe obcrenoBaHWe ANLA Ha Npes-
MeT BbIIBIEHNA KOHKPETHbIX rEHETUYECKMX MY-
TaUW, KOTOpPble MOTYT MPOM30MTU B pe3yabTaTte
onpeaeneHHbIX cobbITUi (Hanpumep, Bo3aei-
CTBMA TOKCUYHbIX BELLECTB);

— nccnenoBaHuA, HanpaBAeHHble Ha MAEHTUDK-
KauMIO IMYHOCTM NYTEM BbIABNEHUSA BO3MOMXK-
HOrO CXOACTBA MeXAy ABYMA reHeTUYeCKUMMU
MaTepmanamm u3 pasHbiX MICTOYHUKOB, OANH
N3 KOTOPbIX CBA3AH C YETKO MAEHTUDULMPOBAH-
HbIM YE/IOBEKOM (reHeTMYecKme «oTnedyaTku
nanbLeB»).

[eHeTUYeCKMe JaHHble, MONYYEHHbIE B PE3Y/b-
TaTe Ntob0oro U3 aTUX aHanM308, ABAsAOTCA bonee
AN MmeHee NoapPoOOHLIMUN M 3HAYMMbIMM B 3aBUCK-
MOCTM OT KOJIMYECTBa U PACMONOXKEHUS NOCAe0-
BaTesnbHocTel JHK. Takum ob6pa3om, afiemeHThbl,
noanexauwme otbopy ANa aHanm3a, 3aBUCAT OT
npecnegyemoii uenm. HeT NnpuUYMH aHaNM3npo-
BaTb O4HM 1 Te e nocnegosatenbHoctn AHK gna
naeHTndukaunm Hocutena AHK, gokasatenbctsa
HaINYMA CeEMEeNHOM CBA3M MeXAY HECKONbKMMM
NNUAMM, BbIABNEHMA KOHKPETHOIO reHeTUYecKo-
ro 3aboseBaHMA UM YCTAaHOBAEHMA NOC/eA0Ba-

TENIbHOCTM BCEro reHOMa. TO NO3BOAAET CAENaTb
BbIBOZ,, YTO MMEHHO Uesu uccredosaHusa byayT
onpenenaTb 0cobeHHOCTb NPABOBOrO peXKnMma
NCNOAb30BaHMA OTAENbHbIX BUAOB reHETUYECKOM
nHdopmauum.

EBponelcKkni 3akoHoAaTeNb NnoLuena no nyt1
NMPW3HaHMA B 3aKoHe 0cob0ro NPaBoOBOro peXKMma
reHeTu4yeckom nHpopmauumn. Hanpumep, cooTset-
CTBYIOLLME MONOXKEHMA COAEPKATCA BO GpaHLy3-
ckom 3aKkoHe «O Br1oaTUKe»*, KoTopbI orpeagennn
KOHKpeTHble TPebOBaHUA K KOMNbIOTEPHbLIM A,0CbE,
cobupaembiMm 419 MeAULMHCKUX UCCNea0BaHUN.
B yacTHOCTH, 3TO KacaeTcs BBeAeHMA ocobolt npo-
Lesypbl NONYYeHUA pa3peLleHmnsa OT KOHCYbTaTUB-
HbIX OPraHOB M 3KCMEepPTOB, OTBEYAIOLLMNX 3@ aHANU3
MEeTOA0/I0TUN UcCcnesoBaHnMI.

CVHTE3 3TOr0 3HAHWUA NPeANoaraeT, YTo reHe-
TUYECKME LaHHble AO/IXKHbI PACCMATPUBATLCA HAMM
B paMKax 00LLeN KaTeropmm Tak Ha3blBaeMbIX KOH-
dUAEHUMANBHDBIX AaHHbIX.

3awuma 2eHemu4YecKux OAHHbIX KOK KOHGU-
OdeHyuanoHoll uHgopmayuu o 300posse. [eHeTnYe-
CKan MHPOPMaLMA COAEPHKUT KOHOMAEHUMNASIbHbIE
OaHHble, KOTOPble MOTYT PAcKpbITb MHGOPMaLMLO
0 COCTOSIHUM 34,0POBbsA COOTBETCTBYHOLLErO NLLA
Kak HocuTena AHK. OaHako npu aTom nHdopma-
LMA MOKET TaK¥Ke yKa3bliBaTb Ha ocobeHHOoCTH
3[,0p0OBbA N BMONIOTNYECKNE XaPAKTEPUCTUKM He
TO/IbKO KOHKPETHOIo MHAMBMAA, HO U YNEHOB €ro
cembM.

B leHepanbHOM pernameHTe O 3aWuUTe Nep-
COHaNbHbIX AaHHbIX (General Data Protection
Regulation, GDPR) ot 27 anpensa 2016 r.° nepco-
Ha/lbHble AAHHbIE O 34,0POBbE ONPELENAOTCA KaK
ntobaa nHdopmauma, oTHOCALWLAACA K MAEHTUDK-
LMPOBAHHOMY MAKN MAeHTUGUUMpPYEMOMY PU3N-
yecKomy Nuuy («cybbeKTy AaHHbIX»). Mpu aToM
naeHTuomnumpyemoe dpursmyeckoe AMLO — 3TO
INLO, KOTOPOE MOXKET ObITb NAEHTUOULMPOBAHO,
NPAMO MW KOCBEHHO, B YaCTHOCTU, MOCPEACTBOM
TaKNX MAEHTUDUKATOPOB, KaK UMS, naeHTUdUKa-
LUMOHHbIA HOMEP, CBEAEHUA O MECTOMO/IONKEHUN,
naeHTUPUKATOpP B peXMME OHAAMH, UK Yepes

3 Le Douarin N. Dans le secret des étres vivants. Itinéraire d’une biologiste. Paris : Robert Laffont, 2012. P. 27.

4 Loi n°® 2004-800 du 6 ao(it 2004 relative a la bioéthique // URL: https://www.legifrance.gouv.fr/affichTexte.do
?cidTexte=JORFTEXT000000441469 (gata obpaweHus: 15.03.2020)

5 General Data Protection Regulation (GDPR) // URL: https://gdpr.eu/tag/gdpr/ (aata obpaiieHmsa: 15.03.2020).
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OOMH UM HECKOJIbKO MPU3HAKOB, XapaKTepHbIX A
$u13nYECcKon, NCUXOSIOTUYECKOM, FEHETUYECKON,
YMCTBEHHOM, SKOHOMWYECKOM, KYIbTYPHON UK
CcouManbHOM MAEHTUYHOCTM YKa3aHHoro ¢punsmnye-
ckoro nmua (ct. 4 GDPR).

Taknum obpasom, 3To MOryT 6biTb AaHHbIE, Ka-
carowmecs GU3NYeCcKoro Uam NCUXMYECKoro 340-
pOBbsA rpa*kAaHWHa, BKAKOYAA NpesocTaBaeHne
MELMLMHCKMX YCNYT, KOTOPblE PAacKPbIBAOT COOT-
BETCTBYHOLLYO MHbOPMaLUIO.

Clo,a MOTYT OTHOCUTLCA CBEAEHUA, NMONYYEH-
Hble B xoae TecTa, ob6cnenoBaHMA YacTu Tena
YyesloBEKA UM OTAE/bHbIX BELLECTB, CBA3AHHbIX
C OpraHM3mMoM, B TOM YMC/Ie Ha OCHOBE reHeTuYe-
CKUX AaHHbIX 1 Buonornyeckmx obpasuos. Kpome
TOrO, 3TO MOXET 6bITb MHDOPMaLMA, Kacatowasca
npeanosaraemoro 3abosieBaHuA, BEPOATHOM UH-
BAJIMAHOCTM MW AaxKe pUCKa 3abonesaHuA. B aToT
nepeyveHb TaKKe MOXKET ObITb BKAKOUYEHA UCTOPUA
60/1e3HM, METOAMKA KIMHUYECKOTO IeYEHUA, A TAK-
e dunsmnosiornyeckoe nan buomeanLMHCKoOe co-
CTOAHME COOTBETCTBYHOLLENO NMLLA Ha ONpeseneH-
HblA MOMEHT BpemeHWU. MogobHas nHbopmaums
ABNAETCA KOHPMAEHUMANbHOW HE3ABUCMMO OT
MCTOYHMKA ee NPOUCXOXKAEHUS (Hanpumep, ecau
OHa noJsly4yeHa oT MeAMULIMHCKOro paboTHUKA nan
Jleyallero Bpaya; AaHHble U3 cTauMoHapa, 60nbHU-
Ubl, APYroro MeanLMHCKOTO yuperKaeHus).

[Mpn aTOM Nog, reHeTUYECKUMM AaHHbIMU [e-
HepasibHbIN PErNaMEeHT O 3aLLMTe NePCOHANbHbIX
OaHHbIX MOHMMAET NepcoHanbHble AaHHble, OTHO-
CALLMECA K yHace40BaHHbIM UK NPUobpeTeHHbIM
reHeTUYeCKMM Npm3Hakam GU3MYecKoro n1La, Ko-
TOpble NPeLOCTABAAT YHUKANbHYO MHPOPMALLMIO
0 ero ¢msnosnorum unm sgoposbe. MHpopmauma
TaK)Ke MOMKET BblTeKaTb U3 aHanm3a buonormye-
cKkoro obpasua cooTBeTCTBYIOLWEro GU3NYECKoro
nmua (cT. 4 GDPR).

Mpu aTom HeoBXOAMMO NOHMMATb, YTO, C O4-
HOM CTOPOHbI, pe3y/abTaT FeHETUYECKOrO TeECTUPO-
BaHMA YesnoBeKa MmeeT 6osbluoe 3HaYeHne gnA
ero poACcTBEHHUKOB, 0COBEHHO ecnu pedb NaeT oo

0b6HapyXeHHOM naTtonornu. A c A4pyron CTOPOHHbI,
BbliBNIEHMeEe y 0b6c/iefyemoro myTaLumnm, Kotopas
¢ 60/1bLLION BEPOSATHOCTHIO MOXKET MPUCYTCTBOBATb
Y €ro KPOBHbIX POACTBEHHUKOB, GaKTUYECKU BAe-
YeT YCTaHOB/IEHNE UX TeHETUYECKOro cTaTyca 6es
nx cornacma®. UMeHHo 3T 0co6eHHOCTU reHeTuYe-
CKOM MHbOPMALMM He NO3BOIAIOT B MOJIHOM 06be-
Me NPUMEHATb K HEWN peXKMMbl KOHPUAEHUMAbHO-
CTW, NPUHATbIE B OTHOLLEHUWN APYIUX Pe3yibTaToB
MeANLMHCKUX UCCIef0BaHUNA.

To, YTO MeAMUNHCKNIA PAabOTHUK MOXKET Ha
3aKOHHbIX OCHOBaHUAX AeNaTb C reHeTUYecKom
nHpopmaumen, pasinyaeTca B pasHbIX CTpaHax.
KcnepTbl MPU3bIBAIOT MEPECMOTPETb 3aKOHbI TaK,
yTObbI, BO-NEpPBbIX, COXPAHATb KOHOUAEHLNANb-
HOCTb NaLMeHTa, a BO-BTOPbIX, NpeaynpexaaTb
TPETbU CTOPOHbBI O NPeAOTBPALLEHUM MPUYMHEHUSA
Bpeaa’.

3awjuma 2eHemu4eckux OaHHbIX MPU BbiAese-
HUU pacoso2o Usau 3MHUYeCKo20 MPOoUCXOHOEHUS.
O6paboTKa reHeTUYECKMX AAHHbIX MOXKET BbIABUTb
nHdopMaumto 0 NpeanonaraeMom sSTHUYECKOM
NPOUCXOXKAEHUM AOHOPA.

3Ta CNocobHOCTb ONpeaensTb NPOUCXOXKAEHNE
MHAMBMAOB HanpAMYyto CBA3aHa C paboTon reHeTu-
KW NONyAsLuMiA, KOTOpan M3yyaeT pacnpeseneHme
M YaCTOTHble M3MEHEHMA BEPCUI TeHOB B rpynmnax
oaen, a TakkKe 3aKOHOMEPHOCTM U3MEHYMBOCTH
M HacNeaCcTBEHHOCTU Ha YPOBHE Nonyasaumu. 3Ha-
yeHne 06paboTKMN U UHTEPNPETUPOBAHUA ITUX CBE-
AEeHUI Henb3s HeL0OLEeHNBATD.

CpeacTBa M3yYeHMs reHeTUYeCKo U3MEHYMBO-
CTM MONYNALMIA 3HAYUTENBHO YAYYLWNANCH. Tenepb
OHM MNO3BOIAIOT AETa/IbHO U3y4aTb reHeTUYECKYIO
CTPYKTYpPY NONYyNAUMIA C UICNOIb30BAHUEM OYEHb
60NbLLOro KO/IMYECTBa MapKepoB, pa3bpocaHHbIx
no BCceMy reHomy. 3To No3BONAET UAEHTUPULMPO-
BaTb MOArPYMNMbl HACENIEHUA U ONPeLennTb, COOT-
BETCTBYIOT /I OHU KOHKPETHbIM reorpadmyeckmm
TEPPUTOPUAM.

NccnenoBaHua onpesennam reHeTU4YecKyto
CTPYKTYpy 60/1bLWOro Yncna Hapogos. Mepsas U Ha

&  WHO. Genomics and World Health. Report of a WHO scientific Group. HLB:QZ 50. 2002. 125 p.

7

Uxcesckaa B. /1. dTYecKme 1 NpaBoBble acMeKTbl FeHETUUYECKOro TeCTUPOBAHUA U CKPUHUHTA // BuoaTunka

M rymaHuTapHas akcneptusa. 2007. Ne 1. URL: http://www.intelros.ru/readroom/bioyetika-i-gumanitarnaya-
yekspertiza/vyp-1-2007/7357-yeticheskie-i-pravovye-aspekty-geneticheskogo-testirovaniya-i-skrininga.html

(naTa obpaleHma: 15.03.2020).
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CeroAHAWHNM aeHb caman ambuumnmo3Haa opueH-
TMPOBaHa Ha UCNAHACKOEe HaceneHue.

YTo KacaeTca TakKUX MCCNeL0BaTENbCKUX MPO-
€KTOB, TO BO Bceobuiei aeknapaumm o 61MoaTnke
M NpaBax YyenoBeKa oT 19 oktabps 2005 r. npeayc-
MaTPMBAETCA, YTO B TEX C/1yHasX, KOrAa NPorpammbl
reHeTUYecKoro ob6cne0BaHMA OXBaTbIBAOT BCE
HaceneHwue, cneayet 3anpawmeaTb 6onee nonHoe
Cornacue, BbiparkeHHOEe Yepes 3aKOHHbIX NpeacTa-
BUTE/IEN COOTBETCTBYHOLLMX FPYNN UAN HAPOA0B.
Kpome Toro, HaceneHue A0/1XKHO O6bITb NPOUHPOP-
MMPOBaHO 06 06Lwwmx pesynbTtatax. MHGopmayma
O0/IKHa NpeaocTaBAATbCA TONbKO HA MHAMBU-
AyaNbHOM OCHOBE, KOr4a OHA MOXKET NPUHECTU
HenocpeacTBEHHYO NONAb3y 6aarononyyYmo Uam
3[10POBblO NtOAEN.

Ewe ogHO nccneposaHue B ob6nactu reHe-
TUYECKOM aHTPOMNOJIONMN, CAHKLMOHMPOBAHHOE
dpaHuy3cKol HaumoHanbHOM KOMUCCHMEN MO UH-
dopmaTtuke n ceobogam (La Commission nationale
informatique et libertés, CNIL), kacanocb UHAWUNA-
CKMX nnemeH Bagenynsbl. Ero uenb 3akntoyaeT-
CA B TOM, YTOObI /lyyLle NOHATb NPOUCXOKAEHME
M 3BOIOLMIO MHAEWCKUX Fpynn Ha Masnbix AHTUb-
CKMX OCTPOBAX MyTEM BOCCTAHOB/IEHWUSA Pa3/INYHbIX
BOMH murpaumn noaei (Kapmnbckuii bacceli, Es-
pona, AppuKa). Buonornyeckme obpasubl 6bin
oTobpaHbl y 250 406pOBObLEB NOC/E NOAYYEHUA
nx npamoro cornacua. Komuccna nogyepKHyna,
41O 06pabaTbiBaeMble reHeTUYECKUE JaHHblE MO-
ryT YKa3blBaTb Ha 3THUYECKOE NPOUCXOXKAEHNE
OTAENbHbIX UL, M MPUHAMA K CBEAEHUIO rapaH-
TUIO TOFO, YTO COOP AAHHbIX, HENOCPEACTBEHHO
YCTaHaB/MBAOLWMX TMYHOCTb, OCYLLECTBAATLCA HE
6ynets.

3awuma 2eHemuyecKol UHGopMayuu Kak buo-
mMempu4eckux 0aHHbIX. BuomeTpuyeckme gaHHble
npeacTaBaaoT coboi 0cobblii BUA NePCOHasbHbIX
OAHHbIX, OTHOCALWMXCA K pusnyecknum, ¢usmnosio-
TMYECKMM UM NOBEeAEHYECKMM NPU3HaKam usn-
YeCKOro N1LLa, KOTopble NO3BOAT OCYLLLECTBUTD
YHUKaNbHYI0 MAEHTUOMKALMIO MHAMBUAA (Hanpu-

mep, n306parkeHne YenoBeYecKoro anua, otne-
YaTKM NanbLeB, PUCYHOK BeH pyKu, AHK, ronoc,
ceTyaTKa rnasa, a Ana noseaeH4YecKkom buome-
TpMM — pacno3HaBaHMe peun, AMHAMUKA CUTHA-
TYp, KecTbl).

BuomeTpua HenocpenCcTBEHHO CBA3aHa C OT-
Ae/bHOW IMYHOCTBIO, MOATBEPIKAAET €€ NAEHTUY-
HOCTb M YHUKA/IbHOCTb, U MO3TOMY OHA BbICTyMnaeT
No-CBOEMY YHMBEPCabHbIM UAEHTUDUKATOPOM.
HekoTopble nccnegoBaTeny onpenenatoT ee Kak
TEXHOIOTUIO KUAEHTUYHOCTU Tenla». MoaTomy fito-
6an BO3MOXHOCTb HEMPABOMEPHOIO A0CTYNa UK
HE3aKOHHOTr0 MCMO/1Ib30BaHMA BUMOMETPUYECKUX
[AaHHbIX CO34,3€eT CEePbe3HYI0 YrPOo3Y YaCTHOM Kun3-
HW rpakaaHUHa.

[enicTBUTENbHO, NPAKTUYECKN HEBO3MOXKHO
oTAENUTb BUOMETPUYECKME AaHHbIE OT Ye/I0BEKa,
KOTOPOro OHW KacatoTcA. B 3Tol CBA3U Mbl MOXKeEM
BbIE/IUTb TAKME WX BayKHble CBOWCTBA, KaK: mocmo-
AHCMBO, YHUKA/IbHOCMb U YHUBEPCAbHOCMb. ITU
[JAHHbIE XapaKTePU3YHTCA BO3MOXKHOCTbIO TOYHOW
naeHTUOMKaUMM (OHM YHUKANbHbI AN1A KaXKA0ro
yesioBeKa), X NOCTOSAHCTBOM (OHM OCTaloTCA NpakK-
TUYECKM HEM3MEHHbIMM Ha NPOTAXKEHUM KU3HU
YefioBEKa) M YHUBEPCANbHOCTLIO (OAHM U Te XKe Pu-
3MON0TMYECKNE K3NEMEHTbLI» BCTPEYAIOTCA Y BCEX
mopei). ImeHHO NoaToMy paccmaTpuBaemble re-
HeTUYecKMe MaeHTUPUKATOPbI ABNAIOTCA Hanbonee
WHTUMHbIMW Cpeay NoABEPratoLLMXCA KOMMbloTep-
HOM 06paboTKe NepcoHanbHbIX AAHHbIX.

TexHONormm N MHCTPYMeHTbl cbopa buome-
TPUYECKUX AaHHbIX, KOTOPbIE CEeroAHA WMPOKO
OOCTYIMHbI, NO3BONAOT HecnpenaTcTBEHHO MOAy-
YyaTb M aHa/IM3MPOBATb NEPCOHAJIbHbIE AAHHbIE.
370 0bycnaBiMBaEeT BBEAEHME BO MHOTMX CTPAHaXx
HOBbIX 3aKOHOAATE/IbHbIX MPABWU/, 3aKPENAAIOLLMX
NpaBOBOE NOJIOKeHMEe BUOMETPUYECKUX AAHHbIX
M 0COH6EHHOCTU UX 3aLMUThI.

[encTBuTenbHo, B OT/indne oT 60bLUMHCTBA
APYrvX NepcoHanbHbIX AaHHbIX, BMOMeTpUYecKme
[aHHble He BbIbMpatoTca CaMUM UHANBULAOM, OHU
npeAcTaBAAOT NPUMEP KBHYTPEHHEN» U KCTPYK-

8 Délibération n® 2015-339 du 24 septembre 2015 autorisant I’Université de Bordeaux a mettre en ceuvre
un traitement automatisé de données a caractere personnel ayant pour finalité une étude intitulée : «Le
peuplement des Petites-Antilles : analyse génétique de vestiges archéologiques (groupes céramiques) et groupes
actuels» // URL: https://www.legifrance.gouv.fr/affichCnil.do?id=CNILTEXT000031494223 (pata obpatieHusa:

15.03.2020).
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TYPHOI» MHOOPMALMK; OHWU MPUHALNENKAT Yeso-
BEKY «B CWUJIy ero cosgaHunsa». Mo mHeHuto AHTya-
HeTTbl PyBpOW, 3TN AaHHble npeobpasyeT Yenose-
YyecKoe Teno B CBOeobpasHblii «Maponby, Py 3STOM
CaMO TeN0 He MOMKET NraTb U JaeT YBEPEHHOCTb
B MOA06HbIX 06 bEKTUBHbIX 3HAHUAX".

Ewe oanH n3BeCTHbIN GpaHLy3CKUM nccnesosa-
Tenb AHgpe Butanuc nonaraet, YTO CEKBEHMPOBA-
HUEe reHeTUYeCcKon MHPOPMALLMKN KNETOK Ye/loBeKa
B OyayLLem MOXKeT cTaTb becnpeueneHTHbIM cpea-
CTBOM COLMANbHOIO KOHTPOA MNPU YCTAHOBAEHUU
Koppenauum mexay nosegeH4YeckMmm npusHaka-
MU U FTEHETUYECKMMMW PA3INYUAMMU Y OTAENbHbBIX
TR

[axe echu BuomeTpuyeckme gaHHble HeLO-
CTYNHbI 415 HeNocpeacTBEHHOTO HabaaeHUA,
COOTBETCTBYHOLLME MHCTPYMEHTbI NO3BOAAIOT YM-
TaTb MX M UCMONB30BaTb. VX LUIMPOKOE NpUMeHeHue
OKaXkeT cepbe3Hoe Bo3AelcTBME Ha 00LEecTBO.

B 3TOM CBA3M Mbl CYMTAEM, YTO UCMONb30BaHME
TAKUX AaHHbIX AO/IKHO ObITb NOAKPENNEHO BBEAE-
HUEeM Cepbe3HbIX rapaHTui, Hanpumep 3 PeKTmB-
HbIM OrpaHMYeHneM Lenn 06paboTKu, a TakKe me-
pamu 6€30MacHOCTU, OFPaHMYUBALOLLMMM AOCTYN
K TAKMM AaHHbIM TPETbUM JINLAM.

leHemu4eckas UHOPMaUUA KOK HO8AA Kame-
20pUA KOHUOEHYUAbHbIX OaHHbIX. o Hawemy
MHEHWIO, CneayeT BKAOYUTb reHETUYECKME AaH-
Hble KaK TaKoBble B NepeyeHb KOHOUAEHLMANbHBIX
AaHHbIX, 06paboTKa KOTOPbIX 3anpeLlleHa (3a He-
KOTOPbIMM UCKNtOYEHUAMM). B 3TOM cBA3M cneayeT
NPWUHATL 3aKOHOAATE/IbHblE MOMPABKW.

Tak, B cooTBeTCTBUM €O CT. 9 [eHepanbHOro pe-
rNameHTa O 3amMTe NepCcoHanbHbIX AAHHbIX FreHe-
TUYecKMe AaHHble 06pasyloT O4HY M3 KaTeropumn
NepCoOHabHbIX AAHHbIX, KOTOPYHO 06bIYHO Ha3bl-
BAOT «KOHPUAEHUNANBHBIMU AaHHBIMWY. B cBA3M
€ 3TUM B leHepaNbHOM pernameHTe yTOYHAETCA,
YTO rocyaapcrea — yneHbl EC moryT coxpaHATb nnm
BBOAMTb SOMONHUTENbHbIE OrPAaHNUYEHUA UK YCO-
BMA B OTHOLEHWM 06PabOTKMN reHeTUYECKMX AaH-
HbIX, Z@HHbIX O 340P0OBbe AN BUOMETPUYECKUX
OAHHbIX NPW YCNOBUU, YTO OHM He NPEnATCTBYIOT
cBoboAHOMY NepemelLeHMIO NePCOHA/bHbIX AaH-

HbIx B npeaenax Coto3a, eciv 3T1 yCAoBMA pacnpo-
CTPaHAITCA Ha TPAHCIPaHMYHYIO 06PabOoTKY TaKUX
OAHHbIX.

CcblnKa Ha reHeTUYeCcKMe AaHHble KaK Ha HOBYHO
KaTeropmto KOHPUAEHLMANbHBIX AAaHHbIX MO3BOAUT
obecneunTb, YTOObI PEXKUM YCUNEHHOM 3aLLUNTbI HE
OrpaHMYMBACA CAYHAAMM, KOTAA 3aPUKCMPOBAH-
Hble nocnegosatenbHocTn AHK gokasanum ceoto
MEONLMHCKYO 3HAUMMOCTb UAN BblNIM BKAKOYEHDI
B HaLMOHaNbHY0 6a3y gaHHbIX AHK. 310 ocobeh-
HO aKTya/sIbHO, MOCKO/IbKY MCMO/Ib30BaHMeE reHe-
TUYECKUX AaHHbIX BCE MEHbLUE OrpaHMYMBaAETCA
obnactAMn meamnLMHbI, NOANLMK N NPaBOCYAMUA.
OHM aKTMBHO MCMONb3YIOTCA BO MHOTMUX APYrUX
CEeKTOpax 3KOHOMMUKMK, 0COBEHHO 3a pybexkom.

B 37O CBSI3U, KaK Mbl cYMTaemM, Heobxoaumo
BBECTM A1 3TUX JaHHbIX PEXUM CMPo20 KOHMpPO-
A1UPYyemMo20o Ucronb308aHUA.

Moatomy nepes popmynmpoBaHUem BHYyTPU-
rocyapCTBEHHbIX NPaBua 060poTa reHeTUYeCcKom
nHpopmaumm byaeT noneseH aHaAM3 MexKayHa-
pPOAHO-NPABOBOrO OMNbITa PEeryiMpoBaHuA nccne-
AyeMblX OTHOLWEHMIN. B YacTHOCTK, 3TOT KacaeTca
aHaNM3a NOMIOXKEHUM, BBOAALLUX MEXKAYHAPOAHbIN
3anpeT Ha AUCKPUMMHALMIO MO NPU3HAKY FreHeTH-
YyecKoro Hacnegms.

MpuHUMN 3anpeLLeHnsa 110b0oN ANCKPUMMUHALMMU
MO NPU3HAKY FEHETUYECKUX XaPaAKTEPUCTUK OTAE/b-
HbIX 1ML, 3aKPENJIEH B PAAE MEXAYHAPOAHbIX A0-
KYMEHTOB, KOTOPbIE ABAAIOTCA OCHOBOMNO/IAratoLLM-
MU B uccnegyemomn obnactn: KoneseHumnsa Coseta
EBponbl 0 3awmTe NpaB M A4OCTOMHCTBA Ye/0BEKA
B CBA3UN C NPUMEHEHMEM A0CTUXKEHNI Buonornm
n meguumHbl oT 4 anpens 1997 r.; Bceobuwasn ge-
Knapaums o reHome YeN0BEKA M O NpaBax Yenose-
Ka oT 11 Hosbpsa 1997 r.; XapTnAa OCHOBHbIX NpaBs
EC oT 7 nekabpa 2000 .

Heobxodumeslie npasuna obopoma 2eHemu4e-
cKol uUHghopmayuu: 003807aeHUA U peKoOMeHOaUUU.
leHeTUYeCcKne gaHHble MOTYT MCMONb30BaTbCA
B [BYX OCHOBHbIX HaMpaB/ieHUAX, KOTOPbIE YETKO
0603HauYeHbl HUXKe.

Bo-nepBbliX, 3TO N3y4yeHne ocobeHHoCTeNn OT-
[eNbHOro NLA MO Mepe TOro, Kak OHM BbIABAAKOTCA

® Rouvroy A. Homo juridicus est-il soluble dans les données? // Droit, Normes et Libertés dans le Cybermonde.

Bruxelles : Larcier, 2018. Pp. 417—444.

10 Vitalis A. UIncertaine Révolution numérique. London, 2016. 117 p.
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3awuma 2eHemuyeckux 0GHHbIX npu 2eHemuyecKkom mecmuposaxuu U 2eHomepanesmu4eckom Jie4eHuu: UHCf)OpMGL(UOHHO—ﬂpGSOBbIE acnekmeol

B pe3y/ibTaTe aHanM3a ero 6MoA0rMYecKkoro Uam
reHeTUYecKoro Hacaeaus.

YTo KacaeTcs npouesypbl, TO reHETUYECKUN
AHANN3 XapPaKTEPUCTUK NMLLA MOXKET NPOBOAUTb-
CA TO/IbKO B MEAULIMHCKMUX UM HAYYHbIX LLenax.
Cornacue nnua gonxHoO bbiTb NONYYEHO 40 Npo-
BeAEHMA UCCAen0BaHMA. DTU NOJIOXKEHUA Bbln
YTOYHEHbI B OTHOLWEHMM GOPMbI M CPOKa AeNCTBUA
cornacua. Cornacue fOMKHO HbITb NOAYYEHO NMUCH-
MEHHO, Noc/sie NoAyYEHUA NMLOM MHbOPMALMK
0 XapakTepe 1 uenum obciefoBaHMA, U MOXKET bbITb
0TO3BaHO B /itoboe Bpems. MogobHble U3MeHeHun
cnefyeT BHECTM B POCCUICKOE FpayKAaHCKOe 3aKo-
HOZaTeNbCTBO, TakXKe B PefepasibHbl 3aKOH OT
21 HoAb6pAa 2011 r. Ne 323-d3 «O6 ocHOBax OXpaHbl
340p0BbA rpaxaaH B Poccuiickoit ®eaepaummn»,
depepanbHbIi 3aKoH OT 5 ntona 1996 r. Ne 86-d3
«O rocyaapCTBEHHOM peryiMpoBaHun B o61actu
FEHHO-UHKEHEPHOMN AEATENbHOCTUY.

Bo-BTOpPbIX, 3TO MAEHTUUKALMA UL, NO UX «Te-
HETUYECKMM C/leam» B KayecTBe A0Ka3aTe/bCcTBa
no peny (Hanpumep, yaoctosepeHne dakta npu-
CYTCTBMSA Ha MecCTe NpecTynneHus).

OtnevyaTtkn AHK moryT 6bITb UCNO/Ib30BaHbI
B NPOLLECCE YIONOBHOIO pacc/ieoBaHMA B LLeNAX
naeHTUGUKaLMM NMYHOCTU, NPU YCTAHOBIEHUN
JIMYHOCTU YMepLKUX AunL, (ocobeHHOo ecnum pedb
NAET O HEM3BECTHbIX BOEHHOC/YXKaLLMX, 06Hapy-
YKEHHbIX B X0Zle 60eBbIX AENCTBUIA), a TaKXKe uL,
3aXBaYeHHbIX BOOPYKEHHBIMW CUITAMU B XO4E BO-
eHHbIX onepauuit. NMogobHble 3MeHeHUA cneayeT
BHECTM B YrOJIOBHO-NPOLLECCYa/ibHOE 3aKOHOAa-
TENbCTBO, A TAK}KE COOTBETCTBYIOLLME NOMOKEHMUA
BOEHHOrO npas.a.

B 06n1acTu rpa*kgaHCKoOro cysonpoun3BoacTsa
reHeTMYecKasa NaeHTUMPUKaLLMA MOXKET OCyLLEeCT-
BNATHCA TONbKO No TpeboBaHUIO cyabn, paccma-
TPWBAIOLLETO AEN0, C LLeSiblo YCTaHOBAEHUA UN
ocnapuBaHus onpeaeneHHoro ¢akrta (Hanpumep,
09 BblABNEHUA OTHOLIEHUI MEXAY poaUTenamm
N AeTbMMW, MPUHATUA PELLEHNA O COOTBETCTBYHOLLMX
MeHCMOHHbIX NpPaBax v gp.). B aToi cBA3m cornacue
3aMHTEPECOBAHHOIO ML AONXKHO ObITb NoNyYe-
HO, OHO A0NXKHO ObITb BblpaXKeHo B iBHOW dopme
(cooTBeTcTBYIOWME U3MEHEHMA CeAYEeT BHECTU
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B rpakAaHCKoe NpoLeccyasibHoe 3aKoHoAaTe Nb-
CTBO).

lMpasuna obopoma eceHemu4eckol uHgopma-
uuu: 3anpemel U npednucaHus. ITak, oCHOBHOM
3anpeT, KOTOPbIA MOXKET bbITb CHOPMY/IMPOBAH Ha
CEerofHAWHWIM AeHb M 3aKpenieH NpeMmyLLecTBeH-
HO Ha YPOBHE rPa*KAaHCKOro M YroN0BHOIO 3aKOHO-
[aTeNbCcTBa, MOXKHO CHOPMYMPOBATL CIEAYIOLLMM
obpasom: «HUKTO He MOXKeT noaBepraTbCa AMUC-
KPUMMHALMM HQ OCHOBAHWMN CBOUX FreHEeTUYECKUX
JaHHbIX». [eHEeTUYECKNE XapaKTEPUCTUKM AOMKHbI
6bITb 40OaB/IEHbI B NepeYeHb 3anpeLleHHbIX Kpu-
TepUeB AUCKPUMMUHALMMN.

B yacTHOCTM, NoA06HbIM 3aNpeT A0/IKEH Ka-
caTbCA ANCKPUMMUHALMM HA OCHOBE reHeTUYeCcKom
nHpopmaummn npu npueme Ha paboty, npu Hano-
KEHUW OUCLMUNIMHAPHOTO B3bICKAHUSA AW YBO/b-
HEeHUU (M3MEeHeHMA B TPYL0BOM 3aKOHO4ATE b-
cTBe). ITO KacaeTca TaKKe C/ly4aeB CTPAXoBaHMA No
60N1€e3HM, MHBANIMAHOCTM U CMEPTU (M3MEHEHUEe
3aKoHogaTenbcTBa 06 oxpaHe 340poBbAa). CTpa-
XOBLUWKN He A0/KHbI MPUHMMATb BO BHUMAHME
pe3yNbTaTbl PACCMOTPEHMA FTEHETUYECKUX AaHHbIX
JMLLA, XO4aTAaUCTBYIOWEro O TAKOM CTPaxXOBaHUM,
OaXKe ec/in 3TU AaHHble bblnn nepegaHbl COOT-
BETCTBYIOLMUM JIMLOM UAK C ero cornacus. Kpome
TOro, OHM He MOTYT 33Z,aBaTb BOMPOCHI, KAacatoLLU-
ecA reHeTUYeCKMX TeCTOB U UX Pe3y/IbTaToB, a TakK-
e TpeboBaTb caaBaTb reHeTUYECKMe TecTbl 40
3aK/1l0YEeHMA JOrOBOPaA U B TEYEHME BCETO CPOKa
ero gelnctens (MU3MeHeHUA B 3aKOHOAaTeIbCTBE
0 CTpaxoBaHuW).

3anpeT Ha ANCKPUMUHALMIO MO NPU3HAKY CO-
CTOAIHWA 340POBbsA, B TOM YMC/Ie 3anpeT NPUHUMATb
BO BHMMaHWe pe3ynbTaTbl FeHEeTUYECKMX TECTOB,
npeacKasbIBaloLMX eLle He BbifABAeHHOoe 3abone-
BaHME WU FreHEeTUYECKYIO NPeapacrnoNoKeHHOCTb
K 3a60/1€BaHMNIO, MOXXHO pPacCMaTpPMBaTb Kak 06-
WM 3aMpeT Ha MCNOJIb30BaHWE NPOrHOCTUYECKUX
reHeTUYEeCKUX TeCTOB B SKOHOMMUYECKUX U COLM-
aNIbHbIX LLeNAX.

MpeanoxeHHble Mepbl ABNAKOTCA Heobxoan-
MbIMM LLIAramm Mo PasBUTUIO B POCCUMIACKOM npaBse
M 3aKOHOAATeNIbCTBE NPABOBOr0O PEXMMA FreHeTU-
yeckor nHpopmaumu.



72

MPABOBOE PEIYNIMPOBAHIE B UHOOPMALMOHHON COEPE

BNBNUOTPAOUA

. Mnceackaa B. /1. DTYECKME 1 NPaBOBbIe acreKTbl FeHETUYECKOro TeCTUPOBaHMNA N CKPUHUHTA // BMoaTHKa

M rymaHuTapHas akcnepTtusa. — 2007. — Ne 1. — URL: http://www.intelros.ru/readroom/bioyetika-i-
gumanitarnaya-yekspertiza/vyp-1-2007/7357-yeticheskie-i-pravovye-aspekty-geneticheskogo-testirovaniya-
i-skrininga.html (gata obpauieHua: 15.03.2020).

. Vitalis A. UIncertaine Révolution numérique. — London, 2016. — 117 p.
. Rouvroy A. Homo juridicus est-il soluble dans les données?// Droit, Normes et Libertés dans le Cybermonde. —

Bruxelles : Larcier, 2018. — Pp. 417—444.

. Le Douarin N. Dans le secret des étres vivants. Itinéraire d’une biologiste. — Paris : Robert Laffont, 2012. —

464 p.

Mamepuan nocmynun e pedakyuto 15 mapma 2020 a.

REFERENCES (TRANSLITERATION)

. Izhevskaya V. L. Eticheskie i pravovye aspekty geneticheskogo testirovaniya i skrininga // Bioetika

i gumanitarnaya ekspertiza. — 2007. — N2 1. — URL: http://www.intelros.ru/readroom/bioyetika-i-
gumanitarnaya-yekspertiza/vyp-1-2007/7357-yeticheskie-i-pravovye-aspekty-geneticheskogo-testirovaniya-
i-skrininga.html (data obrashheniya: 15.03.2020).

. Vitalis A. UIncertaine Révolution numérique. — London, 2016. — 117 p.
. Rouvroy A. Homo juridicus est-il soluble dans les données?// Droit, Normes et Libertés dans le Cybermonde. —

Bruxelles : Larcier, 2018. — Pp. 417—444.

. Le Douarin N. Dans le secret des étres vivants. Itinéraire d’une biologiste. — Paris : Robert Laffont, 2012. —

464 p.

AKTyanbHble npobnembl poccuiickoro npasa. 2020. T. 15. N2 5 (114) maii



