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AHanu3 BO3MOXHOro NpuMeHeHus

K perynupoBaHuio OTHOLUeHUN

Mo nNoBoAy reHeTUYeckon MHGopmauum
WHCTUTYTOB NMEPCOHANIbHbIX JAHHbIX,
NINYHOII TaliHbl, Bpaue6HoIi TaliHbl'

AHHOTauumA. MpeanpuHATbINA B CTaTbe aHaNM3 eBPOMENCKOro, POCCUIACKOrO 3aKOHOA4ATENbCTBA U JOKYMEHTOB
MeXAyHapOoAHbIX OpraHM3aLmii N03BOINA CAENaTb Cleaytol e BbiBOAbl. YHUKANbHOCTb FeHETUYECKMX AaHHbIX
onpeaensaeTca cneayowmmm XapakTepUCTUKaMM: 3TU AaHHble OTHOCUTE/IbHO CTAaTUYHbI, HE PAa3BMBAOTCA CaMM
no cebe B TeUEHWE }KU3HM; OHWU B NPUHLMMNE HEM3MEHHbI, TaK KaK HEBO3MOXKHA MoAUDUKALMA OL4HOBPEMEHHO
BCEX MAEHTUYHbIX FEHOB, NMPUCYTCTBYHOLLMX BO BCEX KNETKAX OAHOMO M TOTO KE OpraHM3mMa; OHU MOTYT BbITb UH-
BaPWaHTHbI MO OTHOLLEHMIO K CBOEMY HOCUTE/IO, BbIXOAA 32 PaMKU UHAMBUAYANbHOFO HOCUTENA NOCPeACTBOM
nepesaym oT NOKONAEHUA K NoKoneHuto. NaeHTUPUKaLma cybbekTa MOXKeT ObITb OCYLLLECTBIEHA NPU NMOMOLLM
Pas3NNYHbIX MAEHTUDUKATOPOB, XapaKTePHbIX 415 GUIMONOTNYECKON, FTEHETUYECKOM, MCUXOOTMYECKON, Ky/b-
TYPHOW WU COLMANbHON UAEHTUYHOCTM CyObeKTa, Hanpumep TakMx BUOMETPUYECKUX AaHHbIX, KaK U306pa-
YKeHue Nnua, oTNeYvaTKn NanbLes, pady*KHasa 060/104Ka, BEHO3HbIN PUCYHOK NaflOHEN, TeHETUYECKME MapKepbl
M «undpoBble» cneabl.

K reHeTHMuYecKon MHbOPMALMN MOXKHO NPUMEHUTL NO aHANOTUKN MPABOBOM PEXKMM TaliHbl, y4UTbIBAs 0COBEHHOCTU
WCTOYHMKA NPOUCXOMKAEHUA FTEHETUYECKON MHPOPMALMKM M 0cobbIX NpaBun ee 06paboTkn. BmecTe ¢ Tem cyle-

1 WccneposaHue BbINOAHEHO NPy GUHAHCOBOMN noaaepke POOU B pamkax HayyHoro npoekta Ne 18-29-

14033.
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CTBYIOLLME PEKMMbI MHGOPMALMM OFPAHUYEHHOTO AOCTyMNa He YYUTbIBAOT OCOBEHHOCTU reHETUYECKUX SAHHbIX.
OTAnymne reHeTUYECKOM MHDOPMaL MM OT APYTrMX OXPAHAEMbIX B PEXMMAX NEPCOHANbHbIX AAHHbIX U BpayebHOM
TaliHbl CBEAEHNIN COCTOUT B TOM, YTO B HEW, KPOME CaMOoro HocuTens MHbopmaLlmmn, MoryT BbiTb 3aMHTEPECOBaHbI
Apyrue YneHbl CEMbW — KPOBHbIE POACTBEHHMKM, CYMPYr UAM CYNpyra, YTo B AEMCTBYHOLLLEM POCCMICKOM 3aKOHO-
[aTeNbCTBe He yYUTbIBAETCA.

Heob6xoanmo BBegeHMe 0cobbix MexaHM3MOB NPaBOBOM 3aLUTbl FTeHeTUYecKo HGopmaL K, KoTopble creay-
€T 3aKpenuTb B CrneumnasibHOM 3aKoHe «O reHeTUYecKor MHbopMaLmMm».

KntoueBble cnoBa: nHdopmauma; MHGopmMaLMOHHOE NPaBo; reHeTUYecKas MHopmaLma; BuomeTpuleckune
AaHHble; IMYHan TaliHa; BpayebHan TaliHa; HK; reHom; nepcoHanbHble AaHHble; naeHTUdGUKaLMA nLa; YacT-
HaA *KU3Hb.

DOna umtnposaHus: Pacconos Y. M., Yybykosa C. ., Mukyposa WM. B. AHa/IM3 BO3MOXKHOFO NPUMEHEHUSA K pery-
JIMPOBAHMIO OTHOLWIEHMUI NO MNOBOAY reHeTUYEeCKON MHPOPMALMM MHCTUTYTOB NEPCOHAsIbHbIX AAHHbIX, TMYHOM
TalHbl, BpayebHow TalHbl // Lex russica. — 2020. — T. 73. — Ne 4. — C. 143—151. — DOI: 10.17803/1729-
5920.2020.161.4.143-151.

Analysis of Possible Application of Personal Data, Personal Secrets, and Medical Confidentiality
to the Regulation of Relations Concerning Genetic Information?
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Abstract. The analysis of the European and Russian legislation and documents of international organizations
made it possible to draw the following conclusions. The uniqueness of genetic data is determined by the
following characteristics. These data are relatively static, do not develop by themselves during life. They are in
principle unchanged, since it is impossible to simultaneously modify all identical genes present in all cells of the
same organism. They can be invariant with respect to their carrier, going beyond the individual carrier through
transmission from generation to generation. The subject can be identified using various identifiers specific to the
subject’s physiological, genetic, psychological, cultural, or social identity, such as biometric data such as facial
image, fingerprints, iris, venous palm pattern, genetic markers, and "digital" footprints.

The legal regime of secrecy can be applied to genetic information by analogy, taking into account the specifics
of the source of origin of genetic information and special rules for its processing. However, existing restricted
access information regimes do not take into account the specifics of genetic data. The difference between
genetic information and other personal data and medical secrecy protected in the regimes is that other family
members — blood relatives or a spouse may be interested in it, in addition to the information carrier itself, which
is not taken into account in the current Russian legislation.

Special mechanisms for the legal protection of genetic information should be introduced, which should be
enshrined in a special law "On genetic information".

Keywords: information; information law; genetic information; biometric data; personal secret; medical
confidentiality; DNA; genome; personal data; identification of a person; private life.

2 The reported study was funded by RFBR according to the research project Ne 18-29-14033.
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B npeablAyLmnX cTaTbAX Mbl NOAPO6HO OCTa-
HaB/AIMBANINCb Ha MPUHLKUNAX 06OPOTa reHeTu-
yeckom HGopmaLmnm, cpeam KoTopbiX HAMKU OT-
OeNbHO BblAefieHbl U PACCMOTPEHbI: MPUHLLUMA
OTBETCTBEHHOCTM Nepep, byayLnMMmn NnokoneHmA-
MW; NPUHLMM CBOBOABI HAYYHbIX UCCNEe0BaHUMA;
NPUHLUMN 3aWMTbl Ye/IOBEYECKOrO AOCTOMHCTBA;
NPUHLUMN HENPUKOCHOBEHHOCTU YAaCTHOM XKU3-
HM3. B 3TOM CBA3M BaXKHO ONPEAEeIUTb HE TObKO
6a30Bble Nnaen, Ha KOTOPbIX ByAET CTPOUTLCA BCA
cucTema byaylero maccmMBa 3aKOHOAATeIbCTBA
O reHOMe, HO U cam NnepeyeHb NPUMEpPHbIX Npa-
BWUA noBeeHus cybbeKToB npasa no obopoTy
3TON CTPYKTYPHOM MHPOPMaLMKM. B 3TOM KOH-
TEKCTe OCTaHOBMMCA Ha aHanM3e BO3MOXKHOIO
NPUMEHEHUA K PETYANPOBAHUIO UCCAELYEMbIX
OTHOLUEHWUIN UHCTUTYTOB NEPCOHAJbHbIX AaHHbIX,
JIMYHOM U BpayebHOM TalHbI.

C no3nummn rpaxAaHCKo-NpaBoOBOro peryam-
pOBaHUA FrEHOMHYO MHGOPMALUIO HEOBXOAMMO
paccmaTpumBaTb Kak HemaTtepuanbHoe 6naro. Co-
rnacHo cT. 128 K P® Takme 06beKTbl, KaK ¥M3Hb,
30pOBbe, CEMeNHaA TaliHa, NPABO HA YaCTHYIO
KU3Hb, @ TaK}Ke UHble HemaTepuaabHble bnara
NPWHaANeXaT Ye/IOBEKY OT POXKAEHMA, Hernepeaa-
BaeMbl U He OTHYXKAaeMbl MyTeM BOSIEU3bABNEHMUA.
HecmoTpsa Ha To 4To MHHOPMaLMA ABHO He coaep-
YKUTCA B NEPEYNCNEHHbIX 0ObeKTax rparkgaHCKMX
npas, 3allMTa reHeTUYeCcKon MHGOPMALLUKN BXOANUT
B CUCTEMY Mep MO OXpaHe 340PO0BbA rparkaaH,
OCYLLEeCTBAAEMbIX B LLenax NpopunakTnKm 3abo-
JleBaHUWM, COXpPaHEeHMA U YyKpenaeHua pusnyecko-
ro M MNCUXMYECKOro 340POBbA KaX40ro Ye/10B€EKa,
noAaeprKaHnA ero A0AroNeTHEN aKTUBHOM XKU3HM.
KoHbMAeHUMANbHOCTb 3TUX CBEAEHNI MOXKET OX-
PaHATLCA B Pa3/IMYHbBIX MPABOBbIX PEXKMMAX.

AHanun3 NokasbIBaeT, YTO reHeTUYECKME AaHHbIe
Hy»KaatoTca B 0cob0li NpaBOBOMN U TEXHUYECKOMN
3awmTe. B HacToALLee BpemA X CNONb30BaHME
CTPOro pernameHTUpPyeTcAa 3aKOHOAAaTEIbCTBOM
MHOTUX CTPaH, byab TO 6AHKN reHeTUYECKUX AaH-
HbIX, CO34aHHble ANA MeANLNHCKUX ccnesoBa-
HWIA, ANATHOCTUKM M Tepanuun, uam B cyaebHol
obnactn — pgocbe AHK-naeHtTudmkaummn. OgHako

3

C BHeApeHneM HOBbIX BMOTEXHONOTUNI, NOABIEHU-

€M «FeHOMMUKM BONbLIMX AaHHbIX» UCMO/b30Ba-

HWe reHeTUYecKon MHOPMaLMM CTAHOBUTCS BCe

6onee pacnpocTpaHeHHbIM, MOABAAIOTCA HOBbIE

YYaCTHMKM 3TOTFO «PbIHKa», MHOrOYMUCAEHHbIE MO-

CpPefHUKMN, a TaK¥Ke KpyrnHble TPaHCHALUMOHa b-

Hble Koprnopauumn, 3aHMmatowmeca obpaboTkom

60blWNX AaHHbIX. BO3HUKaOT n obocTpatoTcA

MHOTMe 3TUYEeCKMEe BOMPOChI, KOTOPble ABNAOTCA

HOBbIMM KaK ANA MHAMBUAOB MHPOPMALMOHHO-

ro obuiecTsa, Tak M 414 CAMUX rocyaapcTB. PUCKM

reHeTUYEeCKUX MaHUNyNALNIA, HOBaA coLMnanb-

HaA AUCKPUMMHALMA Ha OCHOBE FreHeTUYeCcKoro

OEeTEPMUHN3MA, BEPA B KHOBbIEY MU KYUCTbIE»

6uonornyeckme gaHHble, KOTOpPblE CYMUTAIOTCA CO-

BEpLEHHbIMW, B aBCONIOTHYHO reHETUYECKYHO UC-

TUHY — BCE 3TM BOMPOCHI HY}KAAtOTCA B HAYYHOM

PacCMOTPEHUN C TOYKM 3pEHUA MHGOPMALLMOH-

HOTro NpaBa B KOHTEKCTe 3alMTbl NpaB 1 cBobos,

yesioBeKa U rpakgaHuHa.

PaccmoTpum BO3MOXKHOCTU NPUMEHEHMA K pe-
ryYJIMPOBaHUIO OTHOLIEHMI MO NOBOAY reHeTUYe-
CKOM MHpOPMaLUN UHCMUMYMA NepCcoHaNbHbIX
O0aHHbIX. Qns aToro cnepyet 6onee AeTanbHO paso-
6paTbCA B COOTHOLIEHUWN NOHATUIN «MEePCOHaNbHble
[AaHHble» U «reHeTuYecKkan nHdopmauma». AHanums
MOKa3bIBaET, YTO MO eBponenckomy (Hanpmumep,
leHepanbHbIi pernameHT O 3aLMTe NEPCOHANbHbIX
OaHHbIX (GDPR)) 1 poccMinckomy 3aKoHogaTesb-
CTBY K NePCOHaNbHbIM AAaHHbIM OTHOCUTCA Ntobas
nHpopmaLma, Kacatowanca HeMNoCcpPeacTBEHHO
NOeHTUOULMPOBAHHOIO dM3MUYEecKoro mua (Ha-
npumep, ammana u nma, Non, Bo3pact u 4p.).
depepanbHbIi 3aKOH oT 27.07.2006 Ne 152-®3
«0 nepcoHanbHbIX AaHHbIX»* onpeaensert nepco-
Ha/ibHble AaHHbIE KaK /1lobyio MHPOPMaLMIO, OTHO-
CALLYIOCA K NPAMO WM KOCBEHHO onpeaeneHHoOMyY
nnn onpegensemomy eusmyeckomy aumuy (cT. 3).

MNopobHaa naeHTMOMKaLMNA cybbeKkTa moxKeT
6bITb OCYLLLECTBAEHA NPU MOMOLLN:

— Pa3NnUYHbIX UAEHTUOUKATOPOB, Hanpumep
Homepa MobunbHoro TenedoHa; Homepa baH-
KOBCKOTIO CYeTa; PermMcTpauMoHHOro Homepa
TPAHCNOPTHOrO CpeAcTBa; HOMepa noaunca

Pacconos WN. M., HYybykoea C. I BHyTpMOTpacaesble NPUHLUMMbI 3aLLUTbl FeHeTUYeckon nHbopmaunn // AKTy-

anbHble Npobiembl poccuiickoro npasa. 2019. Ne 5 (102). C. 98—110.

4 C3 P®.2006. No 31 (. 1). Cr. 3451.
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06a3aTe/IbHOro COLMANbHOIO CTPaxoBaHUA;

IP-agpeca nnya;

— TOYHbIX A@HHbIX O MECTOMONOXKEHUMN CYObEKTA:
Hanpumep NOYTOBbIM afpec; AaTa; BPeEMSA; Me-
CTO; reo/I0KaLMOHHbIE AaHHble CO cMapTdOHa
WKW NAaHLWeTa;

— OAHOTO U/ HECKONIbKMX 3/IEMEHTOB, XapaK-
TEPHbIX 4N1A PU3MONOTMYECKOM, FEHETUYECKON,
NMCUXONIOTUYECKOM, KyNbTYPHOMN AN coLManb-
HOM MAEHTMYHOCTU cybbeKTa (Hanpumep, U3o-
6pakeHune nua; OTNeYaTKM NanbLEeB; UCTOPUA
6onesHu; «umdposble creabi» 1 a4p.);

— AO0NONHUTENbHON MHGOPMALIMK O Ye/IOBEKE:
Hanpumep, cookie-dalinbl, pasmelLeHHble Ha
KoMnbtoTepe.

MepcoHanbHble AaHHbIE UMEIOT OYEHb Pa3HOO-
6pasHblit xapakTep. OHW MOTYT UMETb OTHOLLEHWE
K npodeccMoHaIbHOM AeATENbHOCTM NLLA, ero
[0X0AaM, HeABUMKUMOCTU, YaCTHOMN U ceMelHoM
YKM3HU, COCTOAHMIO 34,0POBbA, ONUCHIBATb «LND-
poBble ceabl» nLa B KNbepHeTUYeCKoM Npo-
CTPaHCTBE, a TaKXe MOryT KacaTbCA BELLel, KOTo-
pble rpaxaaHWH UCNONb3YeT UK UCMO/Ib30Ba.
B ntobom cnyyae 3TM AaHHbIe MOTYT U AOMXKHbI
ObITb NPUBA3AHbI K YEN0BERY, NAEHTUGULMPOBATD
€ro Wnu ero NoBeageHMe.

B nocnepHee Bpema reHeTUYECKUM AaHHbIM
[LaHO HECKO/IbKO 3aKOHOZATE/IbHbIX ONpeseneHui,
KOTOPble OCHOBbIBAIOTCA HA PA3HbIX AOKTPUHA/b-
HbIX MOAXO0A4AX.

Tak, CoseT EBponbl npeanoxun ase popmynu-
POBKMU:

1) aTo gaHHble nboro poaa, cBA3aHHbIE C Ha-
CNeacTBEHHbIMU XapaKTePUCTUKAMU MHANBK-
AyyMa, COCTaBAAWMMN Hacaeame rpynnbl
1L, CBA3AHHDIX C HUM;

2) 370 Ntobble AaHHble, OTHOCALWMECHA K 0OMeHY
Ntoboi reHeTUYecKon MHPopmaumelt (reHamu),
Kacatowelnca oTAeNbHOro NLLA UAN reHeTuYe-
CKOM IMHWUKN B OTHOLWEHUKN Nt0BOro acnekTa
3/,0pOBbA UK 3a60N€BaHUA, HE3aBUCMMO OT
TOrO, ABASETCA /IN 3TO NAEHTUDULMPYHOLWMM
NPU3HAKOM U/IN HeT".

16 okTabps 2003 r. KOHECKO npuHana dekna-
paLMIo O TeHETUYECKMX AAHHbIX Ye/N0BEKa, B KO-
TOpPOM NoagyYepKmMBaeTcs, YTo 3TO MHbopmaums,

KacatoLLancA HacNeACTBEHHbIX XapaKTePUCTUK OT-
AeNbHbIX UL, NONyYeHHasA NyTemM aHaAM3a HyKAe-
MHOBO KMCNOTbI MM APYFOro Hay4HOro aHann3ad,

B cTaTtbe 4 [eHepanbHOro pernameHTa o 3alu-
Te nepcoHabHbIX AaHHbIX (GDPR) coaepkutca
onpegeneHue, B KOTOPOM yYUTbIBAOTCA NOCAEs-
HUe AOCTUXKEeHMA B 06/1aCTU FeHEeTUKN U npes-
yCMaTpMBaeTCs pasHoobpasme 6GUONOrMyecKkoro
NPOUCXOXKAEHWUA, 3HAYEHUA U METOAa NONYYEHUA
reHeTUM4ecKmx aaHHbix. Ctoga oTHocATCA BCe nep-
COHa/bHble JaHHble, KacatoLlmeca reHeTUuYeCcKmx
XapaKTEPUCTUK, YHACef0BaHHbIX U npnobpe-
TEHHbIX OT PM3NYECKOro nLa, KOTopble Npeso-
CTaBAAOT YHUKAJIbHYIO MHOPMaLMIO 0 PU3M0JIO-
TMW U COCTOAHUN 340POBbA 3TOr0 PUINYECKOTO
LA 1 KOTOpble, B YaCTHOCTU, ABNAOTCA pe3y/ib-
TaTOM aHaAn3a buonornyeckoro obpasua AaHHOro
dusnyeckoro nnua. B nyHkTe 34 aHannsmpyemoro
PernameHTa yKasblBaeTcs, YTo 3Ta MHGOpMaLmA
MOMKEeT ObITb MOAYyYeHa, B YaCTHOCTU, U3 aHaNM3a
XPOMOCOM, A,€30KCMPUOOHYKNENHOBOM KMCNOTbI
(AHK) nan puboHyknenHoBow Kucnotsl (PHK) nau
13 aHann3a APYroro sfemeHTa ANA NONyYeHUA K-
BMBANIEHTHON MHPOPMaLUN.

CYHTE3 3TOro 3HAHWA NOKa3bIBaET, YTO BCE 3TU
onpeaeneHna He AOJIKHbI NPUBOAUTL K HEA0-
OLeHKe OrPOMHOro pa3Hoobpasuns Toro, YTo Noa-
naZ.aeT Noj KaTeroputo reHeTUYecKnx AaHHbIx. Ha
CaMOM Aene, Kak Mbl CHUTAaeM, 3TO KCEMENCTBO
AaHHbIX» O4HOTIO M TOTO e XapaKTepa, MOCKONbKY
BCE OHM NpPeacTaBAAOT OO0 cBeAEHMA, NHOTAA
MOJIHbIE, @ MHOTAA U YaCTUYHbIE, 0 BUoNorMyeckom
obpasue, K KoTopomy oHM oTHOocATCA. Coaepka-
HWe reHeTUYEeCKMX AAaHHbIX BapbMpPYyeTcs B 3aBUCU-
MOCTW OT Npecnenyemoit LLenun, xapakrepa XxpaHu-
MbIX PE3YNbTaToB, TPEbyeMOol CTeNeHN TOYHOCTH
n metonos aHanmsa AHK.

Tak, B AeicTBytOWEM eBPONENCKOM 3aKOHOAa-
Te/IbCTBE YTOYHAETCA, YTO 06pasLLbl G1ONOrMYECcKmX
MaTepuranoB YesloBEeKa COCTOAT M3 TKaHEN U Kie-
TOK, MO/IyYEHHbIX U3 OpraHM3Ma YesioBeKa U UX
NMPOW3BOAHbIX, OPraHOB, KPOBU, €€ KOMMOHEHTOB
M NpoAyKToB nepepaboTkn. OHM MOryT 6bITb MO-
Nly4eHbl U3 06pasLLa YeNOBEYECKOM TKaHW, B3ATOrO
ANA nccnefoBaTeNbCKUX Leelt y YeN0BeKa, Uan U3
onpeaeneHHoro mecrta (Hanpumep, ¢ Mecra npe-

> PekomeHgauma R (97) 5 ot 13 dpespansa 1997 r. 0 3aWwmTe MeANLIMHCKUX AaHHbIX (Recommendation No. R (97) 5
on the Protection of Medical Data. Feb. 13, 1997) // URL: http://humanrts.umn.edu/instree/coerecr97-5.html

(maTa obpaleHnn: 15.05.2019).

MexayHapoaHasa AeKnapauna O reHeTMYeCcKMX AaHHbIX yenoBeka. [puHATa pe3omou,|/|e|71 FeHepaanon

KoHdepeHumm KOHECKO no goknagy Komuccun Il Ha 20-m naeHapHOM 3acegaHum 16 oktabpsa 2003 r. //

URL: http://www.un.org/ru/documents/decl_conv/declarations/genome_dec.shtml

15.02.2019).

(naTa  obpalueHus:

Tom 73 N2 4 (161) anpenb 2020



Pacconos 1. M., Yy6ykosa C. ., Mukyposa I1. B.

AHanu3 803MoXH020 NPUMEHEHUS K pecy/iuposaxuro OMHoUWeHul no I’I0606y 2eHemuyeckoli UHd)OpMaL{UU UHCmMumymos. . .

CTynaeHus). B xoae nx aHanM3a MOXKeT ObITb BblsB-
NleH 60/1bwoN 06bem KOHOUAEHUMANBHBIX AAHHbIX
0 YenoBeke, 0COOEHHO O COCTOAHUM Ero 340P0BbA,
MOCKOJIbKY OHW CoZeprKaT 6onbLIoM 06bem cBee-
HWI, BKAOYas reHeTMYecKoe Hacneame, npeapac-
MOJIOXKEHHOCTb. TakMe cBeAeHUA HOCAT UCKOUK-
TENbHO NPUBATHbIM XapakTep. [03ToMy BaxKHa MX
CBA3b C IMYHOCTBIO M 3aLLUTON ee IMYHOM TalHbI.

Hanpumep, Ha cerogHAWHNI AEHb MOXHO
BblAENUTb NATb TUMNOB reHETUYECKOro aHaNn3a,
KOTOpPbI/ MO3BOIUT NONYYUTb Bonee nan meHee
NoaHOoe NpeAcTaB/ieHMe O NepBoHaYaibHOM Buo-
nornyeckom obpasue. Ho MOXKHO OTMETUTD, YTO
Ha JA@HHOM 3Tane Pas3BUTUA TEXHONOIUI FreHeTH-
yeckaa MHPopmauma cama no cebe He NAEHTU-
duumpyeT yenoseKka Hanpamyto. Kak 1 B ciyyae
noboro naeHTUPUKaTopa, KOTOpbI HeobaszaTe b-
HO CcBA3aH C MAeHTUPUKaLmeln cybbeKTa AaHHbIX
B 0GULMANBbHOM AOKYMEHTE UM B CMPAaBOYHOMN
6a3e AaHHbIX, HEOOXOAMMO CBA3ATb FrEHETUYECKYHO
MHPOPMaLMIO C APYTMMUN KAaTETOPUAMM CBEAEHWIA,
Hanpumep c AaHHbIMM peecTpa 3anncel akTos
rPakAaHCKOro COCTOAHUA, YTOObI UMETb BO3MOMXK-
HOCTb MAEHTUPULMPOBATb IMLLO, K KOTOPOMY 3Ta
MHPOpPMauUMs oTHOCUTCA. ITa paboTa byaeT Becb-
Ma CNOXHOM. XoTA B ByAyLLeM MOMKHO MPOrHO3U-
poBaTb NosiBAEHNE «BCEOOBbEMIOLLErO» AOCbE,
KOTOpOe MOr0 Bbl coaepKaTb reHeTUYECKUE «OT-
neyaTKM» BCEro HaceNeHua CTpaHbl.

[elicTBUTENbHO, reHeTMYecKasa nHdopmayma
BCEraa acCoLMMPYOTCA C APYTMMU AaHHBIMK, NPA-
MO W/ KOCBEHHO CBA3AHHbIMM C NepPBOHaYabHbI-
MW, Hanpumep NPaBOBOW CTaTyC MHAMBUAA; aApec
ero perucrtpaumm; gata nu mecto cbopa gaHHbIX
U GeHOTUNMYECKME NPU3HAKM, T.€. laHHbIE, Ka-
catoLLMeca COOTBETCTBYIOLLErO rParkAaHUHA UK
€ro cemMbM, NPUOBpPeTEHHbIE B pe3y/bTaTe ero UH-
AMBUAYaNbHOro pa3BuUTUA (Hanpumep, pusmnono-
rms, 340pOBbe, OTHOLIEHWNE K PENIUTUN, CMIOPTUB-
Hble AOCTUXKEHMUA U Ap.).

B 1985 r. aHrnincknm 6uonorom Anekom dxxed-
dpurcom 66110 BBEAEHO NOHATUE FEHETUYECKOM
AakTunockonuu’. focyaapctaa 6bICTPO Havanu BHe-
APATb 3TU 3HAHMA B NPAKTUKY. 04T HEU3MeHse-
Mbl€ XapaKTEPUCTUKN reHOMa OBBACHSAIOT, NodYemy
aHanm3 AHK ctan ypessbiyaliHO TOYHbIM METOAO0M
naeHTUOUKaALMM IMYHOCTU; U OH BbIUrpa oT bbl-
CTPOro pasBUTUA MONIEKYNAPHOM Bronornu.

Mcnonb3osaHue «otneyaTtka» AHK gna naex-
TUPUKALMM YeNnoBeKA 3aKNHOYAETCA B CPaBHEHMM
pe3yNbTaToB aHa/IM3a HEOMO3HaHHOro buonoruye-
cKoro obpasua c obpasyom [HK sToro yenoseka.
OHK paccmaTtpuBaeTca Kak Hauayudlnin K MHCTPY-
MeHT» naeHtTuoumkaummn. OH cuntaeTca Hanbonee
HaZleXKHbIM, XOTA B AEACTBUTENbHOCTU MeTos,
3aBUCUT OT KayecTBa NPoOBeAEeHHOro aHanm3a
(aHanuTMYecKMe oWNBKM BOSMOXKHbI BCeraa), Ko-
JINYECTBA M PACMONOXKEHNA MAPKEPOB, a TaKXKe Ka-
yecTBa Ucnonbsyemoro bruonormuyeckoro obpasua,
KOTOpOe€, B CBOIO o4epeb, 3aBUCUT OT YCN0BUN,
B KOTOpbIX 0b6paseL, oTbupaetca, obpabaTtbiBaeTcs,
rOTOBUTCA U XPaHUTCA.

Mo meHblIen mepe 76 cTpaH MMpa, BKAKOYAA
35 eBponemncKux cTpaH, obnaaatoT 6a3oi AaHHbIX
OHK, koTopaa vale Bcero ncnonblyerca 4Na ue-
nemn cypebHon naeHTUOMKaLMM No STOMY NPUH-
unny. BennkobputaHma 4aBHO ABNAETCA NMAEPOM
B 3TOM 06/1aCTH, pacnonaras HaMboNbWNM KONU-
yecteom npoodunen AHK B HaumoHanbHOM Hase
paHHbix AHK cobctBeHHOro HaceneHuad.

leHeTUYecKMe JaHHbIe KaK IMYHble AaHHble 3a-
CNY}KMBAKOT 0COBOro PacCMOTPEHMA MO HECKO/b-
KMM npuymHam. OHUM KacatoTca camoro ryboKoro
1 NOTAaeHHOro 6MONOrMYECKOTO KU3MEPEHUA» TNY-
HOCTW — ero reHeTU4Yeckoro Hacneaua. C MomeHTa
NoAB/IEHMA Ye/0BEKA PA3yMHOr0 1 BNAOTb A0 No-
cnepHero BpeMeHM OHW OCTaBa/IMCb HEYUTAEMDbI-
MW, HEM3BECTHbIMU BO/IbLUMHCTBY NtoAeN Hallewn
nnaHeTbl. Bo-BTOPbIX, reHeTUYecKme gaHHble Mo-
ryT KacaTbCA U UHTUMHOM }U3HU UHANBUAA, ero
6onesHeln, natonornin. OHM TeCHO cBA3aHbI C Ta-
KMMMU IMYHBIMW aCNeKTaMM, KaK MPOUCXOXKAEHME,
POLCTBO, NPOLU/IOE, HAacToALLEe U, BO3MOXKHO, by-
Ayliee coOCToAHME 300P0BbA.

MoaobHan «YHUKANbHOCTb» reHEeTUYECKUX
OAHHbIX KaXX0ro YesnoBeKa CBA3aHa C TeM, UTO
OHW MOTYT BbICTyNaTb BaXHbIM GpaKTOpOM ANs
NPUHATUA peLleHnn B coumyme, Hanpmmep npu
yCcTpoicTBe Ha paboTy, HA3HAYEeHUN HA O0/K-
HOCTb, BblIbOpe MOTEHLUMANbHOTO Cynpyra Unm
cynpyru n gp. HecmoTpa Ha TO 4YTO 3TM AaHHble
No3BONAT UAEHTUDULNPOBATL OTAENbHOE INLO
cpeay MUANMOHOB APYrUX, B C/ly4ae BO3MOMKHbIX
OTKNOHEHMM OHW MOTYT BbICTYNaTb AUCKPUMMHA-
LMOHHbBIMW OCHOBAHUAMM U CAYKUTb NPegMeToM
pPa3HOO6pPa3HbIX CMOPOB MeXAY NtoabMM.

7 DNA pioneer’s ‘eureka’ moment // URL: http://news.bbc.co.uk/2/hi/programmes/newsnight/8245312.stm

(aaTa obpaleHma: 22.01.2020).

8 BaHKuM reHeTuuecKkon nHdopmaumm // URL: https://scientificrussia.ru/articles/banki-geneticheskoj-informatsii

(maTa obpaleHnn: 22.01.2020).
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MpaBo Ha yBarKeHMe YACTHOM XM3HWU Noby-
OWN0 3aKoHoZaTenel paga eBponeckmMx cTpaH
B 1990-X I. NpMHATb cneumasnbHble 3aKOHbl 0 6Uo-
9TMKe M NoATBepAUTb GaKT TOro, YTO U3yveHue
reHeTUYeCKMX JAHHbIX Ye/I0BEKA MOXKET NPOBO-
OUTbCA TONBbKO B LLeNAX MeAULLMHCKUX UK Hayu-
HbIX MCCNea0BaHUI U TONIbKO NOC/Ae NoyYeHun
cornacua rpa*kgaHuHa. AHanorM4yHbIM obpasom
nonbITKa MAEHTUDULMPOBATL INLO MO «FreHeTuYe-
CKMM cnegam» MOXKET OCYLLLeCTBAATLCA B PaMKax
cyfebHoro pasbupaTenbcTBa UAK B MeAULMHCKUX,
Hay4HO-UCCNeaoBaTENIbCKUX LienAX (B nocneaHem
CNly4Yae € cornacma cooTBeTCTBYtOWEero anua). Ta-
KMM 0b6pasom, 34ecb TpebyeTcs ACHO BblpaXKeHHoe
[03BoJIeHNe NnLa Ha 0b6paboTKy ero reHeTUYe-
CKOM MHOpMaLUK.

B 2008 r. EBponelickumit Cyg no npaBam 4esno-
BeKa noareepamn, 4to «npoduam AHK 1 obpasubl
KNEeTOK NpeAcTaBAAoT coboi <...> nepcoHanbHble
OaHHble No cmbicny KoHBEHUMK O 3alumTe AaH-
HbIX, MOCKO/IbKY OHW OTHOCATCA K MAeHTUdULn-
pPOBaHHbIM MM NoaAatowmMmea naeHTuduKaymm
anuam»®,

Ocob6eHHOCTbIO AAHHbIX Ye/I0BEYECKOTO Opra-
HM3Ma TaK)Ke ABAAETCA TO, YTO OHU MOTYT BbITb
Nlerko cobpaHbl TpeTbUMM AnLLammn 6e3 Begoma
HocuTenAa. AHK He ucknoyeHue 13 aToro npa-
BuAa. Jlloboi YyenoBek ocTaBNAET BOKPYT cebs,
nopoi He nogo3pesas, bbiToBble cneapbl (Hanpu-
Mep, BOJIOCbI), N3 KOTOPbIX MOXHO n3Baeub AHK
N KOTOpPble MOXKHO MUCMO/Ib30BaTb A1 €ro UAeH-
TUOUKaLUN.

NTaK, CMHTE3 aHaIN3MpPyemMoro HaMmn 3HaHKUA
noATBepKAaeT TOT GaKT, YTO reHeTMYecKana UH-
bopmaLma ABNAETCA CTPYKTYPHOM, KCBA3AHHOMY,
HenoaBuKHOW. OHa ABNAETCA pe3ynbTaToM onpe-
OeneHHon «bnonornyeckom peasbHOCTUY, cyLle-
CTBYET BO BPEMEHM M B NPOCTPAHCTBE U, Cneso-
BaTe/IbHO, AOMKHA OCTaBaTbCA KUCTUHHOM» Ha
NPOTAKEHUMN BCEWN KM3HU YE/IOBEKA; OH HE MOXKeT
ocBoboaunTbCA OT Hee.

YHUKaNbHOCTb KOMOUMHALMUKN FTEHETUYECKUX
OAHHbIX TPAAMLMOHHO onpeaensaeTca Ha OCHOBe
6a30BbIX XapaKTePUCTUK, KOTOpble MO3BOAAIOT
onucaTb UCXOAHbIN KOHTEKCT:

— BO-NEpPBbIX, 3TN AaHHble OTHOCUTENIbHO CTATUY-
Hbl, HE PA3BMBAlOTCA Camu Mo cebe B TeyeHue
KU3HU;

— BO-BTOpPbIX, OHM B MPUHLMMNE HEM3MEHHbI: Mbl
He MoXKeM fobuTbca ycnexa B MoanduKaLmm
O4HOBPEMEHHO BCEX MAEHTUYHbIX FEHOB, NPU-

CYTCTBYIOLLMX BO BCEX KAETKAaxX O4HOro 1 TOro
YK€ OpraHn3ama;

— B-TPETbMUX, OHN MOTYT ObITb MHBAPUAHTHbI MO
OTHOLUEHWIO K CBOEMY HOCUTENIO, OTYACTU Bbl-
X0oA4A 3a PaMKM UHANBUAYANbHOIO HOCUTENA
NnocpeAcTBOM Nnepesayun OT NOKOAEHMA K MNO-
KOJIEHMIO.

ITM HaWM CYXKAEHNA MOTYT BbITb OTYACTU A0-
NnosIHeHbl BbIBogaMK Pabouelt rpynnbl no 3awuTe
OaHHbIX EBponelickoro ueHTpa no 3awumrte AaH-
HbiX. B cBOEM goKnage rpynna 3asaBmaa O TOM,
4YTO «reHeTMYecKana MHPOPMaLLMA 3a4aCTyHO He-
M3BECTHA CAaMOMY HOCUTENIO U He 3aBUCUT OT ero
UHAMBUAYANIbHOM BOMM, MOCKO/IbKY reHeTUYecKkue
JaHHble He NoaaaTcA M3MmeHeHno» 0,

9TM 0COBEHHOCTU CYLLLECTBEHHO OTINYAIOT pe-
MM 3aLWMTbl FeHeTUYecKo MHpopmauum oT npa-
BOBOIO PeXXMUMa 3aLLUTbl IMYHOM TalHbI.

BmecTe c TemM nocsiegHee NoJIoXKeHMe, Mo Ha-
LeMy MHEHWIO, HYXKAAeTCA B YTOYHEHUN, NPUHMN-
Mas BO BHMMaAHMe Hay4HbIM nporpecc B 06nactm
reHHOW WUHXXeHepun B nocneaHee Bpems bnaro-
03apA HOBbIM TEXHO/IOTUAM.

Ecnn BepHO, UYTO reH peaKo NoABepraeTcs Us-
MEHEHMAM B TEYEHUNE XKMU3HU YeNI0BEKA, TO TO/b-
KO MOTOMY, YTO CyLLecTBYeT 60/1bLIOe KOIMYECTBO
3aLUTHbBIX MEXAaHWU3MOB, MPU3BAHHbIX FAPAHTU-
poBaTb CTabuabHOCTb reHoMma. OgHaKo myTaumm
MOTYT NPOUCXOANTb, KaK NPaBUAO, CAy4aliHo,
B pe3ynbraTe ownb0oK B Konun AHK BO Bpems ae-
NeHuna KneTtok. Kpome Toro, ecnm reHeTM4eckoe
Hacnegue, NPUCYTCTBYHOLLEE BO BCEX KAETKax
WHANBMAYYMA, NPU HbIHELWWHEM COCTOAHWUM 3Ha-
HUIN He MoKeT BbITb U3MEHEHO O4HOBPEMEHHO,
OaKe ec/IM OHO OrPAHNYEHO HECKO/IbKMMM BECbMA
cneunduryeckMmmn obnactamm reHoma, Bpemsa ot
BPEMEHM NOABASETCA TEXHUYECKAsA BO3MOXHOCTb
NM3MEHATb ONpeaefieHHble reHbl B npeaenax oT-
OeNbHbIX KNeToK. TakoBa Lenb reHHOoM Tepanuu,
KOTOpas 3aK/to4aeTca B BBEAEHWUW FEHOB B YETKO
onpeaeneHHyo 601bHYO TKaHb OpraHM3ma.

C Apyron CTOPOHbI, eC/IN OCTaBUTb B CTOPOHE
MmoandUKaLLMKM 3apoabllLeBbIX KNETOK, KOTOpble
MOTYT NPMBECTU K 3a4aTUIO FEHETUYECKM MOAM-
dMUMpPOBaHHbIX Nt0AEN N MOTOMY 3anpeLleHbl
B HAlLeWn cTpaHe, OCTaeTCA HEBO3MOMXKHbIM MOAM-
dunumMpoBaTb BCE KOMUM OLHOTO M TOFO e reHa
B OTAE/IbHOCTW.

B nyylwem cnyvyae B pamKax CBOEro reHeTmye-
CKOrO Hac/negma MOXKHO COCYLLECTBOBATb C HOBbI-
MM reHaMu, NoNyYeHHbIMU B pe3yabTaTe reHHOM

° CEDH, 4 décembre 2008, S. et Marper c. Royaume-Uni, req. no 30562/04 et 30566/04.
10 G29, Document de travail sur les données génétiques, 17 mars 2004.
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Tepanuu; c reHaMu, KOTopble AOKHbI Obln ObITh
moandULMpPOBaHbl U KOTopble B l06OM ciyvae
[OMKHbBI OCTaBaTbCA B ropa3go 6osblueit nponop-
umn. MacluitabHble reHeTUYeckne mogndukaLlmm,
KOTOpble NMPAKTUKYIOTCA Ha }KMBOTHBIX, 40 CUX NOP
HU pa3y He obecneymBann }KM3HECNOCOBHOCTb
0b6beKTa, 0CO6EHHO M3-3a cAULWKOM BonbLlLoro
KO/IMYECTBa HeXKeaTelbHbIX NOOOYHbIX MyTaL M,
KOTOpble BO3HMKALOT B pe3y/ibTaTe 3TUX OnepaLmii.
TakMm obpasom, roBopsa O «HACAEACTBEHHbIX UU
npruobpeTeHHbIX FeHEeTUYECKUX AaHHbIX», leHe-
PafbHbIN PEraMeHT O 3alLMTe NepPCOHaNbHbIX
OAHHbIX YYUTbIBAET KaK X0 reHHOMN Tepanuu, Tak
M CYLLEeCTBOBAHWE FEHETUYECKUX /IEMEHTOB, CBA-
3aHHbIX C HenNpegHaMepeHHOW MyTauuen, Hesa-
BMCUMMO OT TOTO, MPOUCXOAMUT JIN OHA B PENPOAYK-
TMBHbIX KNETKax UM Ha SMBPMOHANbHOM CTaaum
pa3BuTMA. B aTMX cayvasx HeobxoaMmo roBopuTb
JINWb O HEKOTOPbIX «NMPUOBPETEHHbIX XapaKTe-
PUCTMKaX», MOCKOJIbKY HU OAUH U3 poaUTENEN He
MMen Nx n3HavanbHo.

HaKoHew,, Ba*KHbIM ABAAETCA BOMPOC O COOT-
HOLUEHMM PeXMMA 3aLLUTbl FeHETUYECKOM UHPOP-
maumu c epayebHol maliHod.

MpaBoBble OCHOBbI Bpa4ebHOM TalHbl 3aKpe-
nneHbl B PegepanbHom 3akoHe oT 21.11.2011
Ne 323-d3 «O6 ocHoBax OXpaHbl 340POBbA rPax-
naH B Poccuiickoin depepauyun»tl, CobnogeHmne
BpayebHOM TaliHbl HA3BAaHO B KAYecTBe OA4HO-
FO M3 OCHOBHbIX NPUHLMMNOB OXPaHbl 340P0BbA
rpaxkgaH. Mog BpayebHOM TaliHOM NOHMMAatOTCA
cBefeHuA o paKTe obpalleHmMA rpaxaaHnHa 3a
OKa3aHWEM MeaMLMHCKON MOMOLLM, O COCTOSHUM
€ro 34,0p0BbA M AMArHO3e, UHble CBEAEHUA, NOAY-
YeHHble NpU ero MmeguUUHCKOM 0b6cnenoBaHUM
N NeYeHunn.

3Tn cBefeHUA MoryT 6bITb NpeaocTaBaeHbl
OPYrMM rpaxkgaHam, B TOM YMCAe SONKHOCTHbIM
NMuam, B MHTepecax obcnefoBaHUA U nevyeHns na-
UMEHTa, AN NPOBEAEHMNA HAYYHbIX UCCNEAO0BAHWIN,
nybAnKaLMm B Hay4YHOM NMTepaType, UCNOoNb30Ba-
HMA B y4eBHOM npouecce TONbKO C COrNAcKaA nawm-
€HTA MK ero 3aKOHHOro NpeacTaBUTeN .

AHaNM3 POCCUMCKOrO 3aKOHOAATENbCTBA NOKa-
3bIBAET, YTO MOHATUE BPaYebHOM TallHbl BKAOYAEeT
n obecneyeHme KOHPUAEHUNANBHOCTU FTEHOMHOM
MHbOpMaLUN.

denepanbHblt 3aKoH «O6 ocHOBax oxpaHbl
340p0Bbs rpaxgaH B Poccuinckon Pegepaumnm»
YyCTaHaB/AMBAET, YTO CBEAEHUA, COCTaBAAOLME
BpayebHyto TalHy, MOryT ObITb NPeaoCcTaB/ieHbI

11 C3P®. 2011. Ne 48. CT. 6724.

OPYrMM rpakgaHam, B TOM YMCae AO0NKHOCTHbIM
nuam, B LLenax MegmumMHCKoro obcnenoBaHms
W NeYyeHns naumneHTa, NpoBeaeHUA HayYHbIX UC-
cnefoBaHWi, UX onyb6IMKOBaHMUA B HayUHbIX U3-
AaHunAX, UCNONb30BaHUA B yuebHOM npouecce
N B UHbIX LENAX, UCKAOYUTENbHO C MUCbMEHHOTO
cornacua rpa*kgaHnMHa Uau ero 3aKoHHOro npea-
CTaBUTENSA, a TaK)Ke B CreLunasibHO OroBOpPEH-
HbIX B peaepasibHOM 3aKOHOAATEIbCTBE Cay4Yanx
(cT. 13).

OTanymne reHeTUYECKON MHGOPMaLLUK OT ApY-
F’MX OXPaHAEMbIX B peXmme BpauyebHOM TalHbI
CcBeAeHUI COCTOUT B TOM, YTO B Hel MoryT bbITb 3a-
NMHTEpEeCcoBaHbl APYrue YaeHbl CEMbW — KPOBHbIE
POACTBEHHMKM, A TaK¥Ke Cynpyr Uam cynpyra, 4to
B AEMCTBYIOLLEM POCCMINCKOM 3aKOHOAATENbCTBE
He y4MTbIBaeTcs.

NHbopMmUnpoBaHMe apyrux AnL, B TOM Yncae
N POACTBEHHWKOB MaLMEHTa, Y4aCTBYHOLWEro B re-
HeTuyeckom obcnesoBaHuMK, 3anpeLlaeTcs 6es ero
cornacus.

MpepoctaBneHne nHGopmaLnm amLy, BCTy-
natowemy B 6pak, yperynmposaHo CemenHbIM
KogeKkcom Pd. ITOT 3aKOH npeaycmaTpuBaeT Uc-
KNHOUYNTENIbHO A06POBO/IbHbIN XapaKTep KOHCY/b-
TUPOBAHMA MO MEAUKO-TEHETUYECKMM BOMpPOCam
vy, BCTynawwmx B 6pak. Pesynbratbl 06cneno-
BaHWA NMUQA, BCTynatowero B 6pak, cocTaBasaoT
BpayebHyto TaliHy 1 MOTYT ObITb COODLLEHbI NNLLY,
C KOTOPbIM OHO HAMEpPEHO 3aKAUYUTb BpaK, ToNb-
KO C corfiacus nua, npoweawero obcnegoBaHue
(cT. 15 CK PO).

Ha cerogHsLWHWI AeHb 3TO 0AMH U3 Hanbonee
OVNCKYCCUMOHHbIX BOMPOCOB MCMNONb30BaHUA reHe-
TUYECKMX OAHHbIX, MOCKO/IbKY pe3ynbTaT reHeTu-
YecKoro TECTUPOBAHMA MMeeT 6o/bLIoe 3HaYeHME
ANA poACTBEHHUKOB 06Cceayemoro, 0CobeHHOo
ecnun peyb naet 06 obHapyr*KEHHOM NATONOTUN.
C Opyroli CTOpoHbI, BbisiBNeHWe y obcneayemo-
ro MyTaLunm, Kotopasa c 601bLION BEPOATHOCTbIO
MOXKET MPUCYTCTBOBATb Y €ro KPOBHbIX POACTBEH-
HUKOB, GaKTUUYECKM BIeYET YCTaHOB/IEHME UX Fe-
HeTuyecKkoro cratyca 6e3 ux cornacma’?. B Takol
CMTyauuu nepes MeauKoM BO3HMKaEeT STUYeCKas
AnNeMMa — COXPaHUTb KOHPUAEHUMANbHOCTb
reHeTUYEeCKUX AAHHbIX NaLMEHTa UAK NpesoT-
BPATUTb CEPbe3HbI Bpes 411 YEeHOB ero CeEMbM.
MoaTomy npeacTaBnAeTcA COBEPLIEHHO HeEObXO-
OVUMbIM YTBEPKAEHME CneuynanbHoro NpaBoBoro
pexunma ans uccnegyemoro suaa MHpopmaumm,
nosy4yaemom B Xofe reHeTuyeckoro obcnenosa-

12 WHO. Genomics and World Health. Report of a WHO scientific Group. HLB:QZ 50. 2002. 125 p.
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HKs, 1 obecneyeHns ocoboro nopaaKa ee UCMoNb-
30BaHMsA A4 6/1ara U UHTEPeCoB He TobKo obcne-
[OBAHHOIO, HO W BCEX Y/IEHOB €r0 CEMbM.

To, uto 6Uonor N MeanNLMUHCKUI PaboTHUK
MOXET Ha 3aKOHHbIX OCHOBAHUAX AeNaTb C reHe-
TUYeCKoM MHbOPMaLMEN, pa3/indyaeTca B PasHbIX
CTpaHax. JKcnepTHOe coobLecTBO NpM3biBaeT
M3MEHUTb 3aKOHOAATe/IbHOE peryinpoBaHue
B JlaHHOM KOHTEKCTe TaK, 4Tobbl, BO-NepBbIX, CO-
XPaHATb KOHPUAEHLNANBHOCTb AAHHbIX NALMEHTa,
a, BO-BTOPbIX, NpeaynpexaaTb TPeTbM CTOPOHbI
0 NpeaoTBpaLLeHn NpUYNHeHna speaa’s.

Kpome Toro, cneumanmnct MOXKeT nonbiTaTbca
npeaynpeanTb POACTBEHHUKOB, KOTOPbIE NoABep-
ratoTcA BbICOKOMY PUCKY MPUUYNHEHUS CEPLE3HOTO
Bpeaa, AaXKe BOMPEKM KeNaHMIo YesioBeKa, Npu
YC/IOBUU, YTO:

— BCe NonMbITKM y6eanTb YeN0BEKa PACKPbITb UH-
dbopmaumio ,06pOoBONBHO NOTEPNENN HEYAAYY;
— CYLLECTBYET BbICOKasi BEPOATHOCTb NPUYNHE-

HUWSA Bpeaa pPoACTBEHHUKAM (B TOM ymcne byay-

MM AETAM), ecan MHPOopMaLMA He pasraalla-

eTCsl, U UMEeroTCA AOoKa3aTeNbCTBa TOro, YTO 3Ta

MHbOpMaLUA MOXKeT BbITb MCNOMb30BaHa ANA

npenoTBpalleHns Bpeaa;

— npeaoTBpPalLEHHbIN Bpes byaeT cepbesHbIM;
— OyAeT pacKpbiTa TONbKO reHeTUYecKasa UH-
dopmaums, umerow,an HenocpeacTBEHHOE OT-

HOLLEeHME K MeAULIMHCKOMY COCTOAHMUIO POA-

CTBEHHMKOB. [lpyras nHpopmaumsa, umeroLLLas

OTHOLLEeHME K MEANLMHCKUM MaHUMNYAALMAM,

[O0NKHa OCTaBaTbCA KOHPUAEHLUNANBHON.

Mpun 3TOM cneunanncTbl A0KHbI 6bITb 06a3a-
Hbl pacKpbIBaTb MHGOPMALMIO O COBCTBEHHbIX re-
HETUYECKMX PUCKAX POACTBEHHMKOB, eC/n Te 0bpa-
TATCA 3a Hell. 3anpawunBan MHbopmauuto o cebe,
POACTBEHHWKM CTAHOBATCA NaLMEeHTaMMU.

MbI nonaraem, YTo CNeUNANUCTbl HE SOKHbI
pacKpbIBaTb TaKyto MHPOPMALMIO POACTBEHHMKAM,
KOTOpble ee He cnpalnBatoT. B aTom cyTb NpuH-
uMna npeobnagatollen KOHPUAEHLMANBHOCTY,
KOTOPbIV A0/KEH ObITb 3aKpenIeH IpUaNYECKHM.

PeweHne o HapyweHNM KOHPUAEHLNANBHO-
CTW M PACKPbITUN MHOOPMALIUN POLACTBEHHUKAM,
No MHEHMIo aKkcnepTos BO3, fonKeH NpUHMMaTb
He OAMH CMeLManncT, a HauMOHaIbHble KOMUTe-
Tbl MO 3TMKe. BKAtoyeHWe B 3Ty paboTy B KayecTse
nocpeaHUKa KOMUTETa MO 3TUKE MOXKET bbITb 3¢-
bEeKTUBHbIM pelleHnem, 0COBEHHO eCcan reHeTuK
CTa/IkKMBaeTca ¢ Nnpobnemoli, Koraa Heobxoanumo
elle 04HO MHEeHWe Mo AaHHOMY BOMpOCY.

WNTaK, npeanpuHATbINA aHaM3 NOKA3bIBaET, yTo,
BO-MepPBbIX, reHeTn4YecKkana MHGopmauns ABnseT-
CA CTPYKTYPHOMN, «CBA3AHHOM», HENOABUXHOMN.
K Helt MOXHO NPUMEHWUTb NO aHA/I0rMM NPABOBOW
peXUM TaliHbl, y4UTbIBas 0COHEHHOCTU UCTOYHU-
Ka NPOMCXOKAEHUA FreHeTUYECKON MHDOPMALLUK
n ocobble npaBuna ee 06paboTkn. Bmecte ¢ Tem
cylLecTsyloLwme pexxmmbl MHGOPMALMU OTPaAHU-
YEeHHOro AOCTYyMNa He y4YUTbIBatoT 0COHBEHHOCTU re-
HETUYECKMX AAHHbIX.

Bo-BTOpbIX, OT/IMYMNE FTEeHETUYECKOM MHbOPMa-
LMW OT APYTrMX OXPaHSAEMbIX B peXMmax nepco-
Ha/IbHbIX AAHHbIX N BpayebHOM TalHbI cBeAeHUM
COCTOMT B TOM, YTO B HEW, KPOME CaMOro HoCuTe-
na Hdopmaumm, moryT H6bITb 3aMHTEPECOBAHDI
Apyrue YieHbl ceMbW — KPOBHbIE POACTBEHHUKM,
CYNpyr Uan cynpyra, 4to B AENCTBYHOLLEM POCCUIA-
CKOM 3aKOHOAATENbCTBE HE YUYUTbIBAETCA.

B-TpeTbux, NpeablayWwunin BbiBOA, Npeanonaraet
BBeAeHMe 0cObblXx MEXaHM3MOB MPaBOBOM 3aLLM-
Tbl TEHOMHOW MHbOPMALLMK, KOTOPbIE CeayeT 3a-
KpenwuTb B cneunanbHOM 3akoHe «O reHeTuyecKon
nHbopmaLmn».
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