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ITPABOBAS 3AIIIUTA TEHETUYECKOM U TEHOMHOM
NHO®OPMAILINU

AHHOTAIMSA: B JIaHHOM CTaTb€ MPEICTABICHO HMCCIIEIOBAHUE 10 TEME - MPaBOBas
3allliTa TEHEeTUYecKo W reHoMHOW wuHpopMauuu. Cdepa TeHETHUECKUX
MCCJIEIOBAaHUM U HCIOJIb30BAHUS T€HETUUYECKOW MH(POpPMAIMU — JBE CTPEMHUTEIHHO
pa3BUBAIOIIMECS MHOTOOTpAacieBble 00JacTH MO3HAHUS. B COBpEeMEHHBIX peanusix
MBI CMEJIO MOXEM TOBOPUTH O CTPEMUTEIBHOM U IIMPOKOMACIITAOHOM BHEIPEHHUU
JNOCTH)KEHUM TEHETHMKM WM YCWICHMM HX 3HAa4MMOCTH JUIA LEJIOro KOMILIEKCa
oTpacJieil, UTO CBUAETENIbCTBYET 00 aKTyalbHOCTH, BRIOpaHHOW HaMH, TeMbl. Takum
0o0pa3oMm, CBEeICHUSI O TEHOME YeJoBeKa MPEJCTaBISAIOT COO0M 0COO0YI0 3HAUYMMOCTh
Cpeou €ro MEepPCOHAIbHBIX AAHHBIX, MX KOH(PHUACHUUATBHOCTh CYIIECTBEHHA JIsi
COOJIFOICHUS €T0 TIPaB U CBOOO/I.

KarwueBble ciaoBa: reHeruka, reHomuka, JIHK, npaBoas  3ammura,

KOH(HUIEHIIUATIBHOCTb.
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LEGAL PROTECTION OF GENETIC AND GENOMIC INFORMATION
Annotation: this article presents a study on the topic - legal protection of genetic and
genomic information. The field of genetic research and the use of genetic information
are two rapidly developing multidisciplinary fields of knowledge. In modern realities,
we can safely talk about the rapid and large-scale implementation of the
achievements of genetics and the strengthening of their importance for a whole range
of industries, which indicates the relevance of the topic we have chosen. Thus,
information about the human genome is of particular importance among his personal
data, their confidentiality is essential for the observance of his rights and freedoms.

Key words: genetics, genomics, DNA, legal protection, confidentiality.

['eHeTHKa U TEHOMHMKA — 3TO J[BE IIUPOKHE 00JACTH U3YyYEHUS] T€HETUYECKOrO
MaTepralia opraiusma. Jnpo KIETKH COAEPKUT FEHETUYECKUI MaTeprall OpraHu3ma.
OTOT T€HETHUYECKUI MaTeprall Ha3bIBaeTCs F€EHOMOM OpraHuh3Ma. ['eHOM COCTOUT u3
I€HOB, KOTOPBIE OMPEAEIISIOT XapaKTEPUCTUKHU UIH OCOOEHHOCTH 3TOI0 KOHKPETHOTO
OpraHu3Ma.

Cnenyetr 0OpaTUTh BHUMaHUE HA TO, YTO MPEIMETOM HCCIIEI0OBAaHUS T€HETHUKU
ABISIETCST T€H KaK  CTPYKTYpHO-QYHKUMOHAJIbHAs €AMHHMIIA —  HOCHUTEIb
HaCJIEICTBEHHOW NH(pOpMaLnu.

['eHOMHMKa BO3HMKJIA CYIIECTBEHHO II03JHEE TE€HETUKM KaK Hay4HOE
HaIlpaBJeHUE, UMEIOIIIEE JENI0 C MaTeprallaMH, MOJTy4eHHbIMH (paciin(poBaHHBIMU)
B X0JIe reHeTn4yeckux uccienosanuii. 1o muenuto JI. H. bepr: «IIpeamer n3yuenus B
F€HOMUKE — HE OTENbHBIM I'€H, a B3aUMOJEHCTBHE T'€HOB IPYr C JAPYIOM H, YTO
HEMaJIOBa)XHO, C BHEMIHUMHU (Qakrtopamu. Eciaum oOTrpaHuyuuMBaTh TE€HOMHUKY OT
TCeHETHKHU TI0 TIPEAMETY, TO 3THM MPEAMETOM Oy/IeT yKe He TeH, a reHom» [2, c. 13-
14].

Takum 00pa3om, riIaBHOE OTIIMYME MEXKTY T€HETUKON U TeHOMHUKOW B TOM, YTO

ICHCTHKA — 3TO0 HU3YUCHHUC HACICACTBCHHOCTHU IIPHU3HAKOB JKHUBLIX OpPraHU3MOB OT
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OJIHOTO TOKOJIEHUSI K JIPyroMy, B TO BpeMsi Kak I'€HOMHKAa — 3TO H3y4YE€HHE BCel
COBOKYIHOCTH F'€HOB B TECHOME KOHKPETHOI'O OpraHu3Ma.

['enernyeckas uHdopmanus IpeacTaBiIsieT co00i MHPOPMAIHUIO, 3ATI0KEHHYIO
B HACIEACTBEHHBIX CTPYKTypax OpPraHU3MOB, IOJIYy4YaeMyl OT MpPEAKOB B BHJE
COBOKYMHOCTH HWH(GOpMallMd O COCTaBe, CTPOCHUM U XapakTepe oOMeHa
COCTABJISIFOLIUX OPTaHU3M BEIIECTB, U CBA3AHHBIX C HUMHU (QYHKIIUAX.

['enHoMmHast uHGOpPMALMS CONEPKHUT TOJHYIO COBOKYIHOCTh T'€HETHYECKOTO
Marepuana, MPEeACTaBICHHYIO B KAaKJION KJIETKE OpPraHu3Ma M HacJedyeMylo Kak
€AMHOE LIEJI0E OT OJHOTO POIUTEIIS.

Paznuuue reHeTMYecKOW W TEHOMHON HHGOpPMAIUAd CXO0XE C pasInuyueM
T€HETUKN U TECHOMUKH B TEJIOM.

['enernueckass wuHGOpMaIMs  pacrpocTpaHeHAa B pa3IMuHbIX  cdepax
YEJIOBEUECKOW JIeSITEIbHOCTH, BCE Yallle MCHOJb3yeTcd Mg MEAUIUHCKUX H
HEKJIMHUYeCKuX  uened. ['eHomHas  uHdopmamus  mone3Has B cdepe
3paBOOXpaHEHUs U B 00pbOE ¢ MaHIeMHUSIMU. AKTUBHOE Pa3BUTHE JAHHBIX BHUOB
nHpopmaruu TpeOdyeT OT TocyJapcTBa CO3/IaHHE HOPMATUBHO — MPaBOBOM 0asbl,
KoTopast Oyzmer oOecrneurMBaTh OXpaHy TEHETUYECKOW KOH(MUIECHIIMATLHOCTH U
npeoTBpamiaTh 3J0ynoTpediaeHus reHoMHOM uHdopManueil. M3 3Toro BbITEKAOT
MpaBOBBIC U dTUUYECKUE TIPOOIIeMbl, a Kak yTBepkaaer CemenoBbix A.E.: "[IpaBoBbie
U dTUYECKHE MPOoOJeMbl BMEIIATEIHCTBA B TEHOM UYEJIOBEKA HEPA3PhIBHO CBS3aHBI U
oOycnaBnuBarot pyr apyra" [5, c. 8].

PazButne OMOMETUITUHCKUX TEXHOJIOTUH BJIEYET 3a co0oit
COBEPILIEHCTBOBAHME 3aKOHOJATENbCTBA B 00JIACTU TE€HETUKM W TE€HOMHKH.
MexyHapoIHOE€ COOOIIECTBO BbIpaXKaeT OOIIYyI0 OOECIOKOCHHOCTh, MBITACTCS
BBIpa0OTaTh €IWHBIC TIpaBWia, KOTOpPhIE MOTJM OBl CTaTh OMPEACICHHBIM
OpPUEHTHUPOM I HAIMOHAJIBHOTO 3aKOHOJATEIbCTBA. TaKoW K€ MO3UIMU
MPUIEPKUBACTCSI U pOCCUIiCKas ropuaudeckas Hayka. Ho Bce ke HOpMaTHUBHO-

IIPaBOBasi OCHOBA JEATEIbHOCTU B JAHHOW oO0JacTu eue TOoJabKO (opmupyercs,
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HaXOJUTCS B CTaJAuM pa3pabOTKH, IMOATOMY HE o0Janaer Bcel MOJHOTOM u
3aBEPIIEHHOCTBIO.

CymiecTByeT  ONpENETCHHBIM  MEpeYeHb  JOKYMEHTOB,  COCTaBJISIOIIMIA
HOPMATHUBHO-TIPABOBYIO OCHOBY B 00JIACTWM T'€HETUKH U T€HOMUKH Jyisi Poccuiickoi
Oenepanuu:

1. Konctutyiusa Poccuiickoit denepanyn

2. MexnyHapoaHbIe 1OTOBOPBI

3. MexnyHapoaHble JOKYMEHTHI

4. Poccuiickoe 3aKOHOJIaTENbCTBO U MOI3aKOHHBIC AKTHI

5. CyneOHble aKThI

Hcnonb3oBanne reHeTHYecKoi nH(popMaIuu CTPOUTCSI HA OCHOBE MPUHITUIIOB,
YTBEPKACHHBIX MEXKAYHAPOAHBIMU CTaHJApTaMH M 3THUYECKUMH HOpPMAaMHU.
OcCHOBHBIC MPUHITUITBI BKJIIOYAIOT B ¢€0s I00POBOJIBHOE COTJIacue Ha MCIOJIb30BAHUE
uHpopMauu U 00s3aTeIbHOE COOI0/IeHHE KOHPUACHIIMAIBHOCTA. DTH MPUHIUIIBI
HaIpaBJICHbl Ha HEOOXOJAMMOCTh OCO3HAHHOTO W JOOPOBOJILHOTO pa3pelieHus Ha
00pabOTKy JUYHBIX JAHHBIX U HA COXpaHEHUE KOH(QUIECHUMATLHOCTH MH(POPMALIHH,
MOJIyYEHHOU B PE3YJIbTATE ITOTO MPOLIECCa.

Bo mMHOrux crpanax BOIMpPOC yBaXE€HUsI MpaBa yejOoBEKa HA WHIWBUAYAIbHYIO
KU3Hb CTaJl MPUOPUTETHHIM, B CBSI3UM C YEM MHOXKECTBO 3aKOHOJATeleld ObuIn
BBIHY)KJICHBI 3asiBUTh O HEOOXOJAMMOCTU TOJYyYEHHUsS COMJIACHS CO CTOPOHBI
KOHKPETHOTO 0OBEKTa MCCIICIOBAHUSI HA HCIOJIb30BAHUE €T0 TeHETUYECKUX JAHHBIX
1 XapaKTePUCTHUK B MEAUIIMHCKUX U HAYYHBIX UCCIEAOBAHUSAX.

Kak yrBepxkaaer CemeHoBBIX A.E.: "OOBEKT r€HOMHOT'O MPABOOTHOIICHUS —
ATO TO COLMAJIBHOE 0J1aro, Ha KOTOPOE HaIpaBJIeHO BO3CHCTBHUE MPABOOTHOIICHUS" .
D10 emie pa3 MOKa3bIBa€T MBICIb O TOM, YTO JaHHAs OOJacTh 3HAHUN TpedyeT
IIPAaBOBOTO peryiaupoBanus [4, c. 6].

B PoccuiickoM 3aKOHOAATENBCTBE MOXKHO OTMETUTBH IOJIOKEHHS, KOTOPBIE

HaIlpaBJICHbBI Ha obecrieyeHue 341U ThI YACTHOM >KM3HU 4YEJIOBEKa W rpaxxagaHvHa.
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OCHOBHBIM ~ JOKYMEHTOM,  3aKpEIUDIIONIMM  TAKWE  MOJIOXKEHUS,  SBISETCA
Konctutynus Poccniickon @enepanyu. PaccMOTpUM HEKOTOPBIE CTAThU.

Cratbs 23 3akpersieT: «Kaxaplii MMeeT MpPaBO HAa HENPUKOCHOBEHHOCTH
YaCTHOW JKHU3HU, JIMYHYI0O U CEMEHHYyI0 TaliHy, 3allUTy CBOEM 4YecTu H J00poro
umenn» [1]; B cratee 29 roBOpUTBCS O TOM, YTO cOOp, HCIIOJIL30BaHWE W
pacnpocTpaHeHue WH(OpMalMM O YacTHOM KM3HM JMia Oe3 ero corjacus He
nomyckaercs. [lo muenuto A. A. PwpkoBoit: «OOpaboTka, HCIONB30BAHUE H
XPaHEHUE TEHETUYECKHUX JIAHHBIX TOCYAAPCTBOM BO3MOXHO B ONPEICICHHBIX LEIISIX,
YCTAHOBJICHHBIX Ha 3aKOHOJIATEILHOM YPOBHE (B YaCTHOCTH, B MHTEpECaX OXpaHbI
3I0POBbSI HAaceJeHUs, OOIIECTBEHHOTO MOpPSJAKa M HAlMOHAJILHOW O€30MacHOCTH).
[IpoGnema peanuzanuu BBINIEYKa3aHHBIX IpaB BO3HUKAET B CBA3U C PA3BUTHEM
U(POBBIX TEXHOJOTUH M HMHPOPMALMOHHBIX 0a3 JaHHBIX, KOTOpPHIE COJEpKaT
nepconuduimpoBannyto nHdopmalmio o rpaxaanax Poccun» [3, c. 2].

Taxxxe MoxHO oTmeTuTh ['paxmanckuii koxekc Poccuiickon denepanuu,
VYronosuseiii koaekc Poccuiickoit ®@enepannu u Kojekc o0 agMUHHCTPATUBHBIX
npaBoHapymeHusax Poccuiickon @enepanun.

Ha 06a3e 9TuX NPUHIUIIOB CO3/1aI0TCS OIpEIeIEHHbIE HOPMATUBHBIE TTPABOBBIC
akThl, HampuMmep, PenepanbHblii 3akOH «O TOCYZApCTBEHHOM pPETYJMPOBAHMU B
00JacT TeHHO-UHXKEHEPHOU nesTenbHOocTHY, DenepanbHbiii 3akoH «O0 OCHOBax
OXpaHbl 310pOBbsl TpaxaaH B Poccuiickoit denepannmny, DeaepaibHbiii 3akoH «O
Ounonoruyeckoi 6ezonacHocT B POy.

®denepanbHbiil 3aK0H "O TOCYTapCTBEHHOM PETYJIMPOBAHUU B 00JIACTU T'€HHO-
WHXEHEPHOW JesATENbHOCTU" YCTAHABIMBAECT MOPSAOK OOpallleHHs ¢ TeHHOW u
reHeTUYeCKOor MH(pOpMalKell, ee UCIOIb30BaHUs, XPAaHCHUS] U Tepeau, a TakXKe
OTBETCTBEHHOCTh 3a HApYIIEHHWE 3aKOHOJATENHCTBA B 00JACTU T€HHO-UHXKEHEPHOU
NEATEIIBHOCTH.

denepanbHbIii 3akoH "OO0 OCHOBaX OXpaHbI 3/I0POBbs rpaknaH B Poccuiickoii
denepanuu" npeaycMaTpuUBaeT, YTO HCIOJIB30BAHUE TEHETHYECKONM WHOOpMaIUU

paspe€macTCa TOJBKO C COrjiaCus rpaxjiaHnHa 1 B COOTBETCTBHHU C 3aKOHOM. Takxe
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3aKOH YCTAHABJIMBACT OTPAaHUYECHUS HA UCIOJIb30BAHUE T€HETHYECKOW MHGpOpMAINU
ULl 1IeJIe, HE CBS3aHHBIX C OXPAHOM 3/I0pOBbSl YEJIOBEKA, M 3allpeIiacT
JUCKPUMHUHALIMIO HA OCHOBE T€HETHYECKUX JaHHBIX.

OenepanpHbii 3akoH "O  Ouonoruyeckoi Oe3zomacHocTH B Poccuiickoi
denepanuu’ onpenenseT MpaBuiia XpaHEHHUS, 3alUThI, 00PaOOTKHA M UCIIOIH30BAHUS
TFeHETUYECKU MOAU(PUIIMPOBAHHBIX OPraHU3MOB, a TAKXKE YCTAaHABIMBAET MEPHI 10
OPEAOTBPAILICHUIO HETATUBHOTO BO3JCUCTBUSL TAKMX OPraHU3MOB Ha OKPY>KAIOILIYIO
Cpely M 30pOBbE YEJIOBEKA; PErYIUPYET AEATEIbHOCTb, CB3aHHYIO C T€HETUYECKU
MOJU(ULIIMPOBAHHBIMU ~OpPraHM3MaMM, U YCTAHABJIMBAeT OTBETCTBEHHOCTb 3a
HapyllIEHUE 3aKOHOJATENbCTBA B 00OJlacTh Ouonorumdeckoil 6eszomacHoctu. Kpome
TOT0, 3aKOH COJEPKUT IMOJIOKEHUS O MEXJIYHAPOJHOM COTPYIHUYECTBE B 00JacTU
Ouonornueckor 0e30macCHOCTM M OCYIIECTBJIEHUU KOHTPOJIL 3a IMEepeMElIeHUEM
TeHETUYECKU MOJIU(PUIIMPOBAHHBIX OPTAaHU3MOB Uepe3 TeppuToputo Poccun.

[To muenunto C.I'. UyOykoBoi: «VckiatoueHue B JaHHOM TEME COCTaBIISICT
JNHK-nnentudukanus s ueneil pacKpbiTUa MPECTYIUICHUM WIM HACHTHU(PUKAIUN
HEONO3HaHHBIX TpymnoB. I[Ipm »TomM 00BEM coOupaemMoll W XpaHHUMOW B OaHKax
JaHHBIX HH(pOpMaluuu cTporo orpaHudeH. CoXpaHSIIOTCS TOJIBKO IaHHBIE O TeX
cermeHtax JIHK, KkoToppie TO3BOJSAIOT NPOBOAUTH HIEHTU(UKAUIO (Tak
HA3bIBA€MbIl TEHETUYECKUI OTIEYATOK YEJIOBEKa), HO HE COJAEpKaT UHPOPMAIUIO O
ero (pU3MOJOTHYECKUX, MOP(OJOTUYECKUX, HACIEACTBEHHBIX XapaKTEPUCTUKAX).
Takum oOpa3zoMm, nanneie o JIHK uenoBeka, KOTOpblE MOTYT HCIOIb30BAaTHCS B
OTIEPATUBHBIX 1IENSAX, CTPOrO OrPaHUYEHBI [7, C. 3].

Ob6nanatenem wuHboOpMalUU, cOAEpKalleics B MHOOPMAIIMOHHOW CHCTEME,
apisiercs  Poccuiickas ®enepaums. B kauectBe 3akazuvmka WHGOpPMalMOHHON
CUCTEMBI ormpenesieHo MuHoOpHayKHu, B KauecTBe ee omeparopa — HammoHambHBIM
uccienoBarenbekuil HeHTp «KypyaToBCKUii HHCTUTYT». DTO MOJIOKEHUE 3aKPEIIEHO
B nyHKTe 2 ctatbu 10 @enepanpHoro 3akoHa Ne242-D3: «I'ocyiapcTBEHHBIE OPTaHbl
U YUPEXKACHUS, NPOBOISIIME TOCYJAAPCTBEHHYIO TE€HOMHYIO PErMCTpalHIo,

00eCIIeYnBarOT COXpaHHOCTb MW HCIIOJIB30BAHHC OMOJIOTMYECKOTO Marepuajia H
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reHOMHOM uWHGOpPMAIUU B COOTBETCTBUM C MEXIYHApPOJHBIMU JOTOBOpAMU
Poccniickonn  @epepanuu, HacrosmuM — DenepanabHbIM - 3aKOHOM,  JIPYTHMH
dbenepalbHBIMA ~ 3aKOHAMW ¥ HWHBIMH HOPMATUBHBIMH TIPABOBBIMH  aKTaMU
Poccuiickoit ®eneparumn» [6].

Taxkum oOGpa3om, obecrieueHre MPABOBOM 3alIUTHI TCHETHUECKOW W TEHOMHOM
uH(pOpMAIIMN HE CBOJUTCA JIMIIb K MPEAOTBPALIECHUIO MPECTYIUICHUM, CBA3aHHBIX C
UCIIOJIb30BAaHUEM TaKUX JAHHBIX, HO TAaK)KE€ OXBAaThIBAET CaM MOMEHT COBEPILIEHUS
npaBoHapyuieHusi. OCHOBHOW IIENIbIO MPABOBOW 3aIUTHI SIBISIETCA BOCCTAHOBJICHHE
HapYIIEHHBIX MPaB U JOCTUKEHUE COIIMAIBHON CITPaBEJIMBOCTH.

Kak moka3piBaeT ONBIT pa3dMYHBIX TOCYAAapCTB, 3aKOHOJATEIHCTBO
roCy/apCcTB, peryiupyoomnee (QpyHKIMOHUPOBAaHUWE TE€HETHYECKUX 0a3 JaHHbIX,
MEHSIETCS  MOJ  BO3JEWUCTBUEM  OOIIECTBEHHOTO  MHEHMS  WIM  pelIeHUH
MEXKIYHAPOAHBIX (HAIMOHATIBHBIX) CYyJAeOHBIX HHCTaHIUK. Jlroboe rocyaapcTBo,
NPUMEHSIONIEE JOCTHUKEHHMSI TEXHOJOTHMH, HECET O0CO0YI0 OTBETCTBEHHOCTh 3a

coOJI0ICHUE CIIPaBEIJIMBOTO OalaHca MyOJUYHBIX U YaCTHBIX HHTEPECOB.
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