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NMPABOBbBIE NMPOBJIEMbI NCIMOJIb3OBAHWA FTEHETUYECKOW
NMHPOPMALUUMN HEJTOBEKA B POCCUNNCKOW EAEPALINN

LEGAL PROBLEMS OF USING HUMAN GENETIC INFORMATION IN THE RUSSIAN

FEDERATION

AHHOTAaUMA. B cTaTbe aHanMsupyroTCcs BOMPOCHI,
BO3HMKaloLMe Npu UCNONb30BaHUM FTeHeT UYECKON WH-
hopmauun yenoseka. MccnefoBaHue [elCTBYHOLLENO
3aKOHOAATEeNbCTBA, PEryInpyHoLWEero Ucnosib3oBaHue
Takoil WH(opMauun, MNO3BOMWAO BbISBUTbL Npo6ne-
Mbl, CBsi3aHHble C onpefeneHMeM MpPaBoOBOl NpUPoOAbI
reHeTUYECKO MHopMauunm B cCUCTEMe MepcoHasb-
HbIX AaHHbIX, a TakKXe C Hajnexalleli ee NpaBOBOWA
3alWmUTOoN. Llenb: BbIABUTL NpaBoBble NPo6iemMbl UC-
NMonb30BaHUsI reHeTUYECKO MHopMauum Ha OCHOBE
MeXAYyHapo4HOro 3aKoHofaTeNnbCcTBa, CyfebHol npa-
KTUKN 1 AeliCTBYIOLLLEr0 POCCUIACKOTO 3aKOHOAATe/b-
CcTBa M 0603HAYNTb BO3MOXHbIE NYTU UX PeLUeHMs.
MeTo/bl: CpaBHeHWUsl, OonuUCaHWs WU WHTepnpeTauuu,
ANANeKTUYECKUA, (DOopManbHO-NOTMYECKUA, CTPYK-
TYPHO-CUCTEMHOr0 aHanus3a v cuHTesa. PesynbTaThbl:
nccnefoBaHWe MO3BOMNAO OMNPeAENNTb COBPEMEHHOE
COCTOSIHWE MPABOBOrO PerynnpoBaHust reHeTnUeckol
MH(opMauMM, HaMeTUTb NyTW pPelleHUss NPaBOBbIX
npo6nem B gaHHoI cohepe.

KntoueBble C/ioBa: reHe TUYeckas UHGopMauus, reHoOM-
Hasi MH(hopMaLusi, TeHOM, MOHATWE reHOMHOW (reHe T U-
YECKOiA) MHEhopMaLK, NEPCOHANbHbIE jaHHbIE, TPaBOBOE
perynupoBaHue, NerMTUMHBbIN MHTepPeC, HemaTepnasb-
Hoe 6naro
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Abstract. The article analyzes the issues arising
when using human genetic information. The study
of the existing legislation governing the use ofsuch
information reveals problems in determining the
legal nature ofgenetic information in the personal
data system, as well as its adequate legal protection.
Purpose: to identify the legal problems of the use
ofgenetic information on the basis of international
legislation, judicial practice and the current Russian
legislation and to identify possible ways of their solu-
tion. Methods: comparison, description and interpre-
tation, dialectical, formal-logical, structural-system
analysis and synthesis. Results: the study allows to
determine the current state oflegal regulation ofge-
netic information, as well as to outline ways ofsolv-
ing legal problems in this area.
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Beepgernwne

AnnTenbHblA TPYA YYeHbIX BCEro Mupa, uc-
cnepfoBaBIMX TEHOM YesioBeKa Ha MPOTSAXEHUN
fecaTnneTuii, ycnewHO 3aBepL MNCA €ro NnosiHOM
pacwundgpoBkoin. be3ycnoBHO, Takoe MacwTabHoe
OTKpbITUE CcNOCO6GCTBYeT PasBMTUIO He TONbKO
HayKu, HO 1 Bcex cdhep >XMNU3HM obuw,ecTBa. Mo aT0-
MYy NOBOAY cnpaBegnuBa Toyka 3peHna AA. ba-
eBa, KOTOpPbI/i monaraeT, 4YTO «TeEHOM 4YefoBeka -
3TO y>Xe He TONbKO (pyHAaMeHTanbHaa Hay4yHas
npob6nemMa, HO M KpPYMNHOe coumnanbHOe siBNeHUE,
KaK hpuHaHcoBOE, TaK M NPON3BOACTBEHHOe. UN3-
yyeHne reHoma JOCTUTNO TaKOro COCTOAHUSA, 4TO
M TyMaHnTapuu, saHumaro W, mecsa sonpocamu du-
nocogun, coumonoruu, npasa, U PenmnrnosHble
geatenn, n Boobuwe o6LWeCTBEHHOCTb AONXKHBbI,
HaKOHel, BMN/OTHYK 3aHATbCA BOoMpocamMu 6uo-
3TKu» [1, ¢. 9]. C NOAOOGHBIM MHEHUEM TPYAHO
He cOornacuTbCcA, MOCKOMbKY B HacToslee Bpems
reHoMHas MWHpopMaumsa O 4YenoBeKe cTasa Ha-
CTONbKO WKMUPOKO MCMOMb30BATbLCA B pa3/iMyHbIX
chepax XXMU3HM obuyecTBa, YTO PerysimMmpoBaHune ee
MCNONb30BaHMA N 3aLLNTbl AOIKHO HOCUTb KOM-
NneKCcCHbIA XxapakTep.

MpepctaBnaerca, 4UYTO TeHETUYECKY WH-
hbopmaymnio cnegyet cuynmTaTb YHWUKaNbHOW 1
oco6eHHOIM Mo cnefyw W MM MpUYMHam: 1) ume-
eT hyHAaMeHTaNbHOe 3HayYeHWe ANa onpejgene-
HUSA NUYHOW MLEHTUYHOCTU; 2) AOCTYN K Takom
MHpOpMaLUM U KOHTPONb Haj Hell MO3BONSAT
NoNy4YnTb BNacTb Haj XXM3HbIO venosBeka; 3) no-
3BONAET ONpefennTb UY€eHOB CEMbW 4YeNoOBeKa;
4) 3HaA reHeTUYeCKYy MHGpOpMaLUIO YenoBeKa,
MOXHO NpoaHanu3snmposaTb ero 6yayuiee; 5) go-
CTYNMHOCTb MNpOBeAeHMA TeCTUPOBaAHWUSA TEHOB
MOXeT cnocobcTBoBaTb TaliHOMY, B TOM 4uche

MPOTMBOMPABHOMY, MCMNONb30BAHUI TeHeTUYe-
CKOM nHopmayumnm.
B ycnoBusax npopgo/kakuierocs nmnpotecca

rnobanmsaymn WMNPOKOe UCNOMb30BaHUe Nepeao-
BblX TEXHONIOTU 3acTaB/isieT KaXAYyl CTpaHy co-
OTBETCTBOBAaTb 3afjlaHHbIM MWUPOBbLIM CTaHAapTam.
Hawa cTpaHa peanuM3yeT NOJINTUKY Pa3BUTUS re-
HETUYECKUX TexHoNornmm Ha 2019-2027 roabll, B
KOTOPOMA O4HOW M3 BaKHEMLW KMUX 3ajad BbicTyna-
eT hopMuMpoBaHMe yCNOBUIA AN Pa3BUTUA Hayu-
HOM, HAYYHO-TEXHUYECKOWN AeATeNbHOCTW, NONy-
YeHNA N BHeAPeHNSA pe3ynbTaToB, HEOO6XOAUMbIX
ONS cO3JaHNA TEHETUYECKUX TEXHONOTUK, B TOM
yncne TEXHONOTMMN TEHETMUYEeCKOro pefakTupo-
BaHMA, NO TaKMM HanpaBleHUAM, Kak 6uobes-

1 06 yTBepaeHun deaepasbHOW Hay4YHO-TEXHUYe-

CKOM nMporpamMMbl pa3BUTUS TEHETUYECKUX TEXHOMOTMIA Ha
2019-2027 ropbl : noctaHoBnieHme MNpaBuTtenscTea PP oT
22.04.2019 Ne 479 [2neKTpOoHHbIW pecypc] // MpaBUTeNbCT-
Bo Poccum : canT. URL: http://government.ru/docs/36457/
[maTa obpaieHuns: 15.06.2022).

onacHOCTb W obGecneyeHUe TEXHONOTMYECKOW
He3aBUCUMOCTU, TMPUMEHEHNE TEeHeTUYecKux
TEXHONOINM ANa pa3BUTUS CeNbCKOTO XO3AMCT-
Ba, COBEPLUEHCTBOBAHNA MeANLUHBI U NMPOMbILL -
NEeHHOW MuKpobMonormnn.

feHom uenoseka U nepcoHasiIibHble JaHHbIE

BypHbIlAi npouecc pa3BMTUA HayKu BAedeT
Heob6XOAMMOCTb LOJIXXKHOTO yperynmposaHns o6-
U, ecCTBEHHbIX OTHOLWEHNUW, BOSHMKAKOLLNX B CBA-
31 C NCMNONb30BAHWEM TEHETMYECKON MHGpOopMa-
LN YenoBeKa.

3amMeTMM, 4YTO MNpaBOBOe peryamposBaHue
0603HaYeHHbIX OTHOWEHWMA [ONXKHO OCHOBbI-
BaTbCA Ha ABYXYPOBHEBOM MNpPaBOBOM peryaupo-
BaHNUWN, KOTOPOE COCTOUT U3 MEXAYyHapogHOro
M HaLMOHaNbHOTO 3akKoHoOpgaTenbcTBa. B cBA3mM
3TUM NpejcTaBNAeT MHTepec onpefeneHne re-
HOMHOW WHpOpMaUUM Ha 06BO3HAYEHHbIX 3aKO-
HOAATeNbHbIX YPOBHAX.

HecmMoTpsa Ha TO 4TO hopmMuMpoBaHUe n pas-
BUTUE flaHHbIX OTHOWEHM Havyano NPONUCXOANTL
B MeXAyHapogHOM MacwTabe, YTO B LLEIOM COOT-
BeTCTBYeT 06beMHEHHOMY XapaKkTepy mccnego-
BAHWA reHoMa 4YefnioBeKa, Mbl Ha4YHEM C MOHATUSA,
KOTOpPOe COAEP>XWUTCA Ha BHYTpUrocypapCcTBeH-
HOM YpOBHE.

B ct. 1 degepanbHOro 3akoHa oT 3 gekab6-
ps 2008 r. Ne 242-®3 «O rocyfapCTBeHHON re-
HOMHO perunctpauumn B Poccuiickoii depepa-
LMnU» reHoMHas wWHpopmMaumsa onpejgenesetcs
KaK «nepcoHanbHble faHHble, BKAOYaAOLW NE KO-
AVWpOBaHHY WHMopMaunio 06 onpefeneHHbIX
hparmeHTax Ae30KCUMPUOBOHYKNENHOBOM KUCNO-
Tbl PN3NYECKOTO NMLa UM HEOMO3HAHHOTO TPY-
na, He xapakTepusymwuwnx nx Gun3nonornyeckme
ocobeHHOCTU»2. B kKauecTBe 6BMONOTMYECKOro mMa-
Tepuvana reHOMHOW MHpoOpMaLMmM BbICTynaeT Kak
YyenoBeK [ero TKaHW W BblAeneHna), Tak 1 Tpyn
[ocTaHKkNM).

OnpegeneHne 6MONOTMNYECKOro MaTepuana
faHo B CT. 2 deflepallbHOro 3akoHa OT 23 MIOHSA
2016 r. No 180-®3 «O 6MOMEANLMHCKUX KNETOY-
HblX NpoAyKTax». Mog HAM NMOHUMaK TCcA «6UONO-
rMyecKne XXMUAKOCTU, TKAHWN, KNETKU, CEKPEeTbl U
NPOAYKTbl XXN3HEAEeATEeNbHOCTM Yenoseka, husn-
ONOTUYECKME N NAaTONOTNYECKMeE BblfEeNEHNSA, Ma3-
KN, COCKOObI, CMbIBbl, 6MOMCUNHBLIA MaTepuan»3.

OfHakKo MPUHATbIE HOPMAaTUBHO-MpaBOBble
aKTbl, perynnpytouime MCNonb3oBaHWEe TEHOMHOW
MHGOpMaynmM YyenoBeka, He codepXaTt opugnye-

2 OrocyfapCcTBEHHOM reHOMHOW permcTpauum B Poccuni-
cKkoii defepaunu : chefep. 3akoH o1 03.12.2008 Ne 242-d3 //
CobpaHue 3akoHogaTenbcTBa PO, 2008. Ne 49, cT. 5740.

3 O 6MOMeAVLIMHCKNX KNeTOYHbIX NPOAYKTax : deaep.
3aKOH OT 23.07.2016 Ne 180-®3 // CobpaHue 3aKoHOAa-
TenbcTBa P®. 2016. Ne 26 [u. 1), cT. 3849.
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CKN TOYHOTO ee onpefefnieHMA W He oTpaxawT
OYEBUAHbLIN (aKT ee B3aMMOCBA3N C POACTBEH-
HUKaAMWN U NpegKaMu Bnajenbua reHomMma.

OnpepeneHne MOHATUA TEHETUYECKUX AaH-
HblX 4YenoBeKa 3akKpenseHOo B MexAyHapoAHOMN
Jeknapaunmm O TeHeTUYECKUX AaHHbIX YenoBeka
OT 16 oKTA6pAa 2003 r.. «3TO MHGpOpMaALUA O Ha-
cnefyemblX XapakKTepUCTUMKax OTAENbHbIX Nuy,
nosyyeHHasa NyTeM aHanuns3a HYKNEWHOBbIX KuC-
NO0T NN NYyTeM MHOTO HAYYHOro aHanmsa»4.YTou-
HAETCHA, UTO TakKMe reHeTUYECKME AAHHbIE HOCAT
UCKIIOYUYNUTENBHO KOHDUAEHLMANbHBIA XapaKkTep.

Bceobuwan geknapauusa o reHome 4yefnoBeka
M npaBax YenoOBeKa OTHOCUT TEHETUYECKYI WH-
dopmaunio K NepcoHanbHbIM AaHHbIM cybbekTa
nonpegenset yenn cbopa, nocneayrouwein obpa-
6OTKN U XpaHEHNA TaKoW MHGpoOpMaLuun: npexae
BCEro, B LLeNAX oKasaHusa MegULUHCKOW NoMoLLun
(BKNOYaa reHoa4MarHocTUKY), B paMmKax pasfnimu-
HblX HayUYHblIX M3bICKAHW, aHTPOMONOTNYECKUX
M apxeonormMyecknUx nccnefoBaHmin, a Takxe B Le-
nAX NpoBefeHns cyfebHbIX 3KCNEepTM3 B paMKax
pa3Horo cygonpoun3soactsab m B N0 6biX ApYyrux
Lensx, He NpoTmBopeYalU,nx Bceobu et geknapa-
LN O TEHOME YenoBeKa.

PacnpocTpaHeHMe MpaBoOBOro pexwuma nep-
COHaNbHbIX JaHHbIX HA TEHOMHYIO MHMOpMaLUnio
YyenoBekKa NpPoOCNAeXMnBaeTCca TakXXe NMB COOTBETCT-
BYWLWNX peweHnax EBponeilickoro cyga no npa-
BaM 4yenosekam (ECMY). AHanusnpys cygebHyto
npakTnky ECIMY, MoXHO cAenaTtb BbIBOL O TOM,
4TO reHeTmueckas MHpopMayumMsa BXOAUT B NMOHSA-
TMe «TallHa 4acTHOWM >XMU3HU», KOTOpas paccma-
TPNUBaeTCA B LUMPOKOM MOHMMAaHUN, MOCKONbKY B
Hee BXOAWT B TOM Yuncne feATeNbHOCTb Npodec-
CMOHaNbHOIO N AeN0BOro xapakTepat.

CornacHo c¢1. 3 ®efepanbHOro 3akKoHa
oT 27 vtona 2006 r. Ne 152-®3 «O nepcoHanbHbIX
[LaHHbIX» (ganee - 3akoH Ne 152) mepcoHasibHble
faHHble - 3TO «Ntb6aa MHpopmMayma, oTHocALLa-
ACA K MPAMO MW KOCBEHHO ONpeAeNeHHOMY UNun
onpegensemMomMy @uanyeckoMmy nuyy (cybbekTy

4 MexayHapogHaa fekniapauns O TeHeTUYecKmx
JaHHbIX 4Jenoseka. lMpuHATa pesontoumein eHepanbHOM
KOH(epeHumn HOHECKO no poknagy Komwmccuum 1l Ha
20-M nneHapHom 3acefaHun 16.10.2003 [D1eKTPOHHbIN
pecypc] // HOHECKO : canit. URL: https://ru.unesco.org/
themes/etika-nauki-i-tehniki/deklaratsiya-geneticheskikh-
dannykh-cheloveka (gata obpateHus: 15.06.2022).

5 BceobLuas Aeknapaumsa o reHome 4esioBeka U npa-
Bax 4yesioBeka. lpuHATa Ha 29-ii ceccunm [eHepasbHOM
KOoH(epeHumn HOHECKO 11.11.1997 [OeKTPOHHbLIN pe-
cypc]. URL: https://www.un.org/ru/documents/decl_
conv/declarations/human_genome.shtml (gata o6patye-
HuA: 15.06.2022).

6 MocTtaHosneHmne ECIY ot 21.06.2011 «[deno «LLw-
moBosioc (Shimovolos) npoTus Poccuiickon depepauynn»
[@nekTpoHHbIN pecypc] // [ocTyn u3 cnpas.-MpaBoBo cuc-
Tembl «KoHcynbTaHTI0C» (gata obpaweHms: 15.06.2022).

MepcoHanbHbIX AAaHHbLIX)»7. B TeKCTe 0603HaYeH-
HOro 3aKOHa ONpejesieHO B TOM YMC/e U MOHATUE
6MOMETPUMYECKNX MNEepPCOHaNnbHbIX [AaHHbIX, NOA
KOTOPbIMM MOHUMAKTCA CBeAeHWNSA, XapaKTepu-
3ylouwme gusnonormyeckme u buonornyeckume
0CO6EHHOCTM 4YenoBeKa, NO3BONAKOLWLME YCTAHO-
BUTb €r0 IMYHOCTb.

MockonbKy B POCCUIICKOM 3aKOHOQATENbCT-
BE OTCYTCTBYET MOHATWUE TFEHOMHOW WHpOpMa-
LN N HEeT YeTKOM no3uuum 3akoHopgatensa oT-
HOCUTENbHO MPUMEHEHUS K Heli KOHKPETHOrOo
npaBoBOro pexmma, o6patumcs K JOKTpuHe. Tak,
Hanpumep, M.H. ManenHa nog reHOMHOMN NHGpOP-
Mauuein nNoHMMaeT «B6UOMETpUUYECKMe MNepco-
HaNbHble AaHHble, N3B/IeKAEMble N3 ONMpeaesieH-
HblX (parMeHTOB [Ae30KCUPUOBOHYKIENHOBOW
KNCNnoTbl (MHOTrga PUBGOHYKIENHOBOM KMUCNOThI)
XXMBOTO (hM3MYeCcKOro nuua mnum Tpyna, Ha oc-
HOBAHUUW KOTOPbIX MOXHO WUAEHTUDULUNPOBATL
NINYHOCTb, ONpPEAEeNnUTb FeHeTMUYeCKMe npegpa-
CMONOXEHHOCTN WUAN BbIIBUTb 3aKOHOMEPHOCTMU
pa3BuTMA YesnoBeKa, NOJIyYeHHble JOOPOBONbLHO,
a B cny4vasax, NpegycMOTPEHHbIX 3aKOHOM, NMpwU-
HYOWTeNbHO, 3aKpenseHHble B 6MONOTMYECKOM
obpasue n (MNK) xpaHawmeca B MHOOPMALNOH-
HOW KapTe, 6a3e gaHHbIX» [2, c. 56-57]. Takxe
aBTOpP FOBOPUT O HEOH6XOAMMOCTU MPUMEHEHUSA K
reHOMHOW MHMpOpMaLUN peXXmMma NepcoHanbHbIX
OaHHbIX.

3aMeTM, 4TO B MEeX[AYHapoOLHOM 3aKOHO-
faTenbCcTBe NMPUCYTCTBYKT akKTbl, NpefocTaBaa-
ouime 3aWunTy pusvyeckmm numuam npu obpa-
60TKe M yuyeTe UX NepCOHaNbHbIX AaHHbIX. Tak,
NpeacTaBAsAlOT MHTEPEC MOMOXKEHUA JNPEKTUBHI
Ne 2016/680 EBpomnapnameHTa n CoBeTa EBpo-
nerickoro cotwa3a. B Hel reHeTmuyeckme faHHble
onpejesieHbl KakK «MNepcoOHaNbHble JaHHble, Ka-
caoumeca yHacnepgoBaHHbIX UAUM NpuobpeTeH-
HblX TEHETUYECKUX XapaKTEPUCTUK (HU3NYeCKO-
ro NMua, KoTopble NPeAoOCTaBASAT YHUKANbHYIO
MHGpopMauniw o GU3NoNorMnm UM o0 340pPOBbe
yKa3aHHOTo hM3NYECKOro inLa n KoTopble ABNSA-
lI0OTCA pe3ynbTaToOM, BYaCTHOCTU, aHanm3a 6mono-
rmyeckoro obpasuya COOTBETCTBYlOLWEro pusnyve-
cKoro nunuya»8 MNMpu aTtoMm uMpekTuBa yuyuTblBaeT
PUCK HENPaBOMEPHOIo MCNONb30BaHMA 0603Ha-

7 OnepcoHanbHbIX AaHHbIX : pedep. 3aKoH 0T 27.07.2006
Ne 152-d3 $3// CobpaHue 3akoHogaTenbcTea PO. 2006. Ne
31 (u. 1), ct. 3451.

8 O 3awmTe msnyecknx nNuu nNpu o6paboTke Mnepco-
Ha/lbHbIX [AaHHbIX KOMMETEHTHbIMW OpraHamu B Lensx
npefoTBpaLLLeHNs, pacc/efoBaHUS, BbISIBEHUSA WU Yro-
NIOBHOTO MpecnefoBaHUA MPEeCTYrIeHNn WM UCMONHe-
HUSi YTrONIOBHbIX HakasaHWii, 0 CcBOGOAHOM o6palLeHnn
TakMX faHHbIX, a TakKe 06 OTMeHe PamouyHoro PelleHus
2008/977/1BJ, Coseta EC : AmpekTtmBa Ne 2016/680 EB-
ponelickoro napnameHTa u CoBeTa EBponelickoro corosa
[@nekTpoHHbIV pecypc] // [ocTyn 13 cnpas.-NpaBoBoOM cuUC-
TeMbl «KoHcynbTaHTIIN0C» (gata obpaieHuns: 16.06.2022).
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https://www.un.org/ru/documents/decl_

YEeHHbIX JaHHbIX A4S MHbIX Leneln, B TOM 4Yucne
ANnA uene ynpasneHnsa. TakXKe NOrM4YHa no3mymns
AnpeKTuBbl B TOM, YTO nepegayvya NepcoHanbHbIX
OaHHbIX XOTA W gonycTuMa TPeTbMM CTpaHam u
MeXAYHapo4HbIM OopraHus3aumsam, HO ¢ co61to fe-
HMEM BbICOKOTO YPOBHS MUX 3aL,NTHI.

BaxHoW o0cCO6eHHOCTbIO [ MPEKTUBbLI AB-
naeTcA 3aKpenneHuUe TMONIOXKEeHUSs O TOM, 4YTO
«0bpaboTKka MNepCcOHasbHbIX JaHHbIX OTBe4yaeT
cnefayrwwmumMm xapakTepucTukam: 3aKOHHOCTWN,
CnpaBef/iNBOCTU U TPpaHCNapPEeHTHOCTN» Y,

OcHoBHaa npob6nema WCNONb30BaHUA Te-
HOMa 4YefioBeKa, Ha Hall B3rnsaf, KpoeTcsa B MUC-
Nonb30BaHUN €ro ¢ Uenblo ANCKPUMUHAL NN €ro
HOCUTeNsa B MHTepecaxX UHbIX nnly. NMpumepamun
MOTYT CNYXWTb CTPaxoBble W TPYyLOBble OTHO-
weHusa. Tak, B CLUA go npuHATUA AKTa 0 Heaun-
CKPUMMWHALMUN HAa OCHOBE FTeHeTU4YecKo MHpop-
Maumm [Genetic Information Nondiscrimination
Act, panee - GINA)10 cTpaxOBWMNKN MOTIN OTKa-
3aTb B BbiM/1aTe CTPaxoBOro BO3MeL,eHNA Ha OC-
HOBAHWW TOrO, YTO FTeHeTMYECKMNEe JaHHbIe ABHO
yKa3blBalOT Ha NpPefpacnoyloXXeHHOCTb CTpaxo-
BaTensa K TeM WAM WHbIM 3abonesaHusaAm. [Moka-
3aTeNlbHbIM NPUMEPOM TakKol [AUCKPUMMUHALUN
BbICTYyMaeT feflio, N0 KOTOPOMY XXEeHLW NHY B CBA3U
cnpounakTnyeckummn gerncremamm no 6opbbe ¢
pakoM MU WAN BbiNNaTbl CTPAaxOBOT0 BO3MELLE-
HWS Ha OCHOBAHWW BbIABMEHHOW MyTaLWUW reHa
BRCA1, cBMAeTeNbCTBYHO LW Ero O MNOBbIWEHHOM
pPUCKe paka MOMOYHOM X enesbl 1l

B TPYAOBbIX OTHOLWEHUAX MMEOT MECTO MpPo-
6n1eMbl C TPYAOYCTPOWCTBOM MNpU aHanmie npose-
OEeHHbIX TEHEeTUYEeCKUX TEeCTOB MOTeHLMaNnbHbIX
paboTHMKOB, NOCKONbKY paboTofaTenn fgenawT
BbI6OP B MONb3y YpPaBHOBEL EHHbIX U 340POBbIX
KaHAMgaToB, a He B MOJIb3y TeX, Y KOTO BblAB-
NneHa nNpeApacnoNOXeHHOCTb K arpeccMBHOMY
NoBeLEeHNI0O N K onpefeseHHbIM Cepbe3HbIM 3a-
6onesaHMAM. OfHaKO Ba>HO MOHUMAaTb, YTO Ha-
nnyne pakTa NpespacrnoNodXXeHHOCTN YesioBeka B
nosefleHNN WNWN 300POBbE OTHIOAb He O3Havaer,

9 O zawmTe hmsnyecknx nvy, npn obpaboTke nepco-
Ha/NlbHbIX AAaHHbIX KOMMETEHTHbIMW OpraHamMu B LIeNsX
npefoTBPALLEHUS, paccnefoBaHWUs, BbISBEHUS WU Yro-
JIOBHOTO MpecnefoBaHNSA MPECTYMNIeHUA WU  UCTIOMNHe-
HUS1 YrONOBHbIX HakasaHWii, O CBOGOAHOM oOb6paLLeHnn
TaKUX AaHHbIX, a Takke 06 OTMeHe PamouyHoro PeLueHus
2008/977/MBA Coseta EC : Aunpektnea Ne 2016/680 Es.-
poneiickoro napnameHta 1 CoseTa EBponeiickoro Cotosa
[@nekTpoHHbIA pecypc] // OocTyn v3 cripas.-npaBoBoii cuc-
TeMbl «KoHcynbTaHTItOC» [AaTa obpaweHms: 16.06.2022).

10 The Genetic Information Nondiscrimination Act
of 2008 [3nekTpoHHbIi pecypc] // EEOC : cant. URL:
https://www .eeoc.gov/statutes/genetic-information-
nondiscrimination-act-2008 [faTa obpalueHuns: 17.06.2022).

11 National Human Genome Research Institute. Cases of
genetic discrimination. [9nekTpoHHbIA pecypc] // NHGRI :
cant. URL:  https://www.genome.gov/cases-of-genetic-
discrimination [gaTa o6pawieHns: 17.06.2022).

4UTO OH 6yfeT felicTBOBaTbL ONpeAeneHHbIM obpa-
30M UAn 3aboneeTr MMEHHO 3TUM 3aboneBaHMEM.
B MeagMUMHCKOM NpakKTUKe MHOTO c/ayyaes, Korga
naymeHT ymmpan COBepLIEeHHO OT gpyroro 3a6o-
neBaHMA, a He OT TOTO, K KOTOPOMY y Hero 6bina
BblAABIEHA MPeLpacno/lOXXEeHHOCTb MO pe3ynbTa-
Tam reHeTM4YecKoOro TecTa.

CornacHo AnpekTtuse EC N8 ncnonb3oBaHns
M 06paboOTKM NepcoOHaNbHbIX AaHHbLIX B UCCeAO-
BaTE€NbCKMX NAN UHbIX COLMNANbHO 3HAYNMBbIX Le-
NAX HeO6X0AUMO Hannmyme CTPOro NEerMTUMHOTO
MHTepeca. 3aMeTUM, YUTO U B OTEYECTBEHHOM 3a-
KOHOAaTeNbCTBe, B YaCTHOCTM B 3akoHe Ne 152,
MCNONb3yeTcA aHanorMyHoe OCHOBaHue, o4HaKo
Ha nNpakTuke cCyb6beKTbl, NCNOMb3ylOLULNE Takue
faHHble B MOAOOGHbLIX LenAx, He yaensaT 3aToOMy
OCHOBaHMUIO [AO/IKHOTO BHUMMaHUA.

Tak, cornacHo n. 7 4. 1 ct. 6 3akoHa Ne 152
o6paboTKa MepcoHanbHbIX AAaHHbIX MOXeT MNpo-
M3BOAMTbLCA B C/Qlyyae, ec/iM OHa «Heobxogmma
ANSA OCYLW,eCTB/AEHMA MNpaB WU 3aKOHHbLIX MHTepe-
COB onmepaTtopa WAW TPeTbUX NUL, B TOM 4Yunc/e B
cnyvyasax, npefoycMOTpeHHbIX defepalbHblM 3a-
KOHOM «O 3auLnTe NpaB U 3aKOHHbIX MHTEPECOB
PM3nNYEeCKNX NUL, NPU OCYLW, ECTBNEHUMN feATeNb-
HOCTW MO BO3BpaTy MPOCPOYEHHOMN 3a[0/I>KEHHO-
CTU U O BHECEHUMUN MN3MEHEHUN B defepasibHblii
3aKOH «O MUWKPOMMPWUHAHCOBOW [eATENbHOCTU WU
MUKPO(MHAHCOBbLIX OpraHun3sauunax», nuéo ansa
LOCTUXEHNSA 06, eCTBEHHO 3HAYUMbIX Lener npu
YyCNOBUWN, 4HTO NPM 3TOM He HapyllawTca npasa n
cB060Abl CybbeKTa MePCOHaNbHbIX AaHHbIX»12,

CornacHo n. «f» map. 1 cT. 6 «O6uiero perna-
MeHTa Mo 3aWnTe faHHbIX» «0bpaboTka Heo6-
XxoaMMa Ana cob6nofeHNs 3aKOHHbIX MHTEPECOB
KOHTpONNnepa WAnM TPeTbero aAumua, 3a UCK/ Ye-
HMWEM, eC/IN MHTepecbl WAM OCHOBHblEe MpaBa u
cB060Abl Cy6beKTa AaHHbIX, AN KOTOPbLIX TPeby-
eTca 3aWmTta NepcoHanbHbIX AaHHbIX, ABASAKTCA
60nee BaXXHbIMW, YEM TaKOro poja MHTepecChl, B
0CO6GEHHOCTM ecn Cy6beKTOM AaHHbIX ABNSeTCSA
pebeHOK»13.

Ecnn cpaBHMBaTb NPUBeAEHHbIE NONOXKEHNSA
OTeYeCTBEHHOro 1 3apyb6e>XHOro 3akKoHofaTeNb-
CTBa, TO MOXHO cAenaTb BbIBOA O CXOXMUX LLensax
MCNONb30BAHNSA TEeHEeTMUYEeCKNX [aHHbIX, HO OT-
CYTCTBUE peKOMeHAauunih mnu pasbsACHEHWUN He
No3BosiieT AO/MKHbIM 06pa3oM MNPUMEHATbL B
Poccun Takoe npaBoBOe OCHOBaHWe, KakK Nneru-

12 OnepcoHasbHbIX 4aHHbIX : heaep. 3aKoH 0T 27.07.2006 Ne
152-d3 [OneKTpoHHbIA pecypc] // [ocTyn u3 cripas.-NpaBoBoi
cucteMbl «KoHeynbTaHTI 11t0C» [gaTa obpatleHms: 16.06.2022).

13 Regulation [EU) 2016/679 of the European Parliament
and of the Council of 27 April 2016 on the protection of natural
persons with regard to the processing of personal data and on
the free movement of such data, and repealing Directive 95/46/
EC [General Data Protection Regulation) [9n1eKTPOHHbIA pe-
cypc]. URL: https://eurlex.europa.eu/legalcontent/. EN/TXT/
PDF/?uri=CELEX:32016R0679. [gaTa obpatleHunst: 17.06.2022).
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TUMHbIA NHTEpPEeC, YTO ABNAETCHA HECOMHEHHbIM
ynyuLeHnem.

NernTUMHBIA MHTepec MMeeT BaXHoe 3Ha-
YyeHMe ANA pPa3BUTMA 3KOHOMMUYECKOro oboporTa,
obecneyeHnss MHPOPMaALUOHHOM 6Ge3omacHOCTU
1, caMoe rnaBHoOe, A/1S COLLMAaNbHO 3HAYUMbIX NN
Hay4HblX Uenew, B TOM Yyncne B 061actm nccnepo-
BaHMWSA reHoma yesoBeka (NMpW YyCNoBUWU pacnpo-
CTpaHeHMs MPaBOBOr0 peXwmmMa MNepCcoHanbHbIX
LaHHbIX Ha TeHOM 4YesioBeka). TeM He MeHee ero
NMPUMEHEHMWE BO3MOXHO /NMWb B CAy4vyae MNPUH-
uMnumnanbHoro cob6nwofeHnss GyHAaMeHTaabHbIX
npae 4Yenoseka, HeO6XOANMOCTN B MPUMEHEHUNMN,
BEPOSITHOCTU AOCTUXXEHUSA COLMANbHO 3HAYMMOI
uenu n nybnmyHoro nHtepeca, 6e3ycnoBHOM BO3-
MOXHOCTM HanoOXXeHNsa npasa BeTO.

MoMMUMO yKa3aHHOTO, KOHCTPYKLWUA Neru-
TUMHOIO MHTepeca MOXET TakXXe COOTHOCUTLCS
C Tpeb6oBaHMAMMK TpeTbUX NUL, O NpepocTasne-
HUWN MepCcoOHaNbHbIX AAaHHbIX KOHKPETHOrO Nu-
ua. B kauecTBe OCHOBaHMWI packpblTUSi TakKoro
poga uHdopmayumMnm MOryT 6biTb BblAeNeHbl: NO-
TeHUManbHasi yrposa 340pO0OBbl, BO3MOXHOCTb
npefoTBpaULeHNs HaHeceHMA Bpega. MNpu 3ToM
nccnenosaTennm OTrpaHMUYMBAOT FTEHETUMYECKYIO
MH(pOopMayno OT UHbIX CBEAEHUM N COOGCTBEH-
HO MepCcoOHaNbHbIX faHHbIX, cofepXalwmuxcsa B
MEeAUNLLMHCKOM AOKYMeHTauMm naymeHTa, yka-
3blBas, UTO Takoro poja MHGpopmMauua B Kaye-
CTBE ee OT/MYUTENbHOW 4YepTbl 6GyaeT 3aTpa-
rmBaTb HEMOCPEACTBEHHO WHTepecbl KPOBHbIX
pPOACTBEHHUKOB.

Clr 4yyb6ykoBacumTtaeT LLenecoob6pa3HblM pas-
pa6oTaTb HOBbIN (PefgepanbHbIi 3aKOH O TEHOM-
HOW WMHGpOpMaLUKM, NOCKONbKY B Poccmu oTcyT-
CTBYeT KOMMJIeEKCHOe peryamMpoBaHue JaHHbIX
OTHOLWEHUW W He nNpepocTaBfAsfeTca [ONMXKHON
3alUTbl OT HECAaHKLMOHMPOBAHHOIO MCMONbL30-
BaHMA reHeTU4yeckoW wWHbopmayunm [3, c. 103].
OHa TakXXe OTMeuaeT, UTO reHeTuyeckasa MHpop-
Mauusa He o6nafaet TeMyU NpuU3HakaMu, KOTopble
MO3BO/INAN Gbl OTHECTU €€ K MEPCOHANIbHbIM flaH-
HbIM, COOTBETCTBEHHO, €6 UCMNONb30BaAHUE HE MO-
XKEeT B O/IKHOV Mepe o6ecneymTb 3allUTY U UH-
Tepecbl POACTBEHHUKOB HOCUTeNS TEHOB.

FeHeTnyeckasa WHMOpMaLMa ABNAETCA 3a-
KOAWPOBAHHOM M 3aKnyaeTca B KaeTKax opra-
Hun3ma. lNo ceoev CyTn oHa HeM3MeHHa (6e3 yyeTa
BMellaTenbCTBa U BO3SMOXHbIX MyTauui). Hocu-
Tenem ee BbICTYMaeT He TO/IbKO MWHAWBUAYYM,
HO M B3aMMOCBSI3aHHble C HUM TPynnbl cy6bek-
TOB (KPOBHble pPOACTBEHHUKW). MMomMumo 3Toro,
reHeTmyeckas MHpoOpMaLMss OoTBeYaeT 3a UAEH-
TUPUKALNID MHAUBUAYYMA, KaK MNPsSiMyl, TakK "
KOCBEHHYIO.

Cy4yeTOM TOro, 4TO reHeTM4Yeckass MHpopmMa-
uma aBNsieTcs UAEHTUDUUNPYOLW UM pPecypcom,
NO3BONAKLWNUM ONpefeNnTb POACTBEHHOE OKpPY-

XXeHune, PU3NONOTMYECKNUE U TMCUXONOTUYECKUE
0COGEHHOCTW 4YenoBeka WU WHY WHDOpMaLMIO,
B TOM 4YMcC/lle BHOCUTb KOPPEKTUBbLI B MOCAeAY!o-
WNA NpoLecc pasBuTMUS Yen0BeKa Kak poja, BaXx-
HO 9P PEKTUBHO COOTHOCUTbL METOAbl MPaBoOBOTO
perynMpoBaHMa OTHOLIEHW, CKAaAblBalo L MXCA
Mo NOBOAY MCMONMb30BaHUSA TakKoW MHDoOpMayuu,
B BUAE couyeTaHUs nNubGepanbHOro MU KoHcepBa-
TMBHOTO HanpaBneHuUs.

NMPABO Ha reHom uenoseka

YpoBeHb MMUPOBOIO TEXHONOINMYECKOTO pas-
BUTUA HanpsMylo CBUeTenbCcTBYeT B LlesiloMm 06
ypOBHE pa3sBnTmnsa obuwecTtea. B cBA3n c Tem, 4Tto B
HacToslWee BpemMsa npouecc pa3BuTmMa 6GMOTEXHO-
Nornmin naeT CTPEMUTENBHO, BO3HMKAET akTyalb-
Hbli BOMPOC O Cy6GbeKTUBHbLIX MpaBax rpaxgaH
Ha CBOW FeHOM U TEHETMYECKYID MHGpopMauuto,
cogepxawytca B AHK. JaHHbIA BOMNPOC UHTe-
pecyeT HeMano mccnegosaTeneili B faHHOW cde-
pe, U B HacTosdl ee BpeMS BeLYTCA OXXWUBJ/IEHHblIE
OVNCKYCCUMN.

Obpawasacb K JaHHOMY AWCKYCCMOHHOMY BO-
npocy, npegcrtaBnsderca Heo6Xo4MMbIM oOnpege-
NNTb, 4TO nNpeAacTaBnsAeT cobor CcybbekTMBHOE
npaso. B.IN. T'pnbaHoB faeT cregytou,ee ero onpe-
geneHune: «403BOJIeHHAass 3aKOHOM Mepa BO3MOX-
HOro NoBeAeHNA ynpaBoMOYeHHOro nuua» [4, c. 9].

O.C. Notte, paccmaTpmBasas Cyb6beKTUBHOE
npaso, onNpefennna ero Kak «CpeacTBO perynu-
poBaHMA MoBefeHUA rpaxjaH, oCcyLLecTBAssiemMoOe
HOpMaMun npasa NyTem ob6ecrneyeHUs onpege-
NEHHOTO NOBefeHMA APYTUX NUL, B LeNAx yaoB-
NeTBOPEHNA MHTEPECOB YyNPaBOMOYEHHOro, COB-
najaluimx ¢ MHTepecaMmn rocypapcrtea WUAM He
npotmsopevaw,mx nm» [5, c. 561].

B ceoto ovepenb, CA. CnHunublH onpegenseTt
LEHHOCTb TAKOro nNpaBa «Kak perynatopa ob6u,e-
CTBEHHbIX OTHOWEHMMA B 4YacTW NpefOCTaBfEH-
HOW 3aKOHOM cBO6GOfbl MoBefeHUA Cyb6bLEKTOB
npasa» [6, c. 56].

PaccMOTpeHHble TOYKN 3PEHMNSA YUYEHbIX B Lie-
oM npegnonaraldT BO3MOXHOCTb pacnopsxe-
HUA CyObeKTUBHBIM MpPaBOM e€ro HOCUTEesieM no
CBOEMY YCMOTPEHMIO, HO B NPERYCMOTPEHHbIX
3aKOHOM npefgenax. JaHHOe MOJIOXKEHUe KacaeT-
cA NpPaBOMOYUA UHANBUAYYMA B OTHOLWEHUN €rO0
reHeTMYeCcKO’W MHpopmaLunum B TOM Yuncne.

B TO >Xe BpemMs, NMOCKOJIbKY FeHOM SABNAET-
CA HenmoOCpeACTBEHHOW U gaxe onpegensiou e
YyacTbl0 YefI0Be4YeCcKOro opraHmiama, BO3HMUKa-
eT 060CHOBAHHbLI/A BONPOC O NMpaBe YesioBeKa Ha
pegakTmpoBaHMe reHomMa B pamMKax ero cybbek-
TUBHOTO NpaBa. JaHHbIW BONPOC MMeeT 0CO6YIO
aKTyallbHOCTb B CBA3W C NnpumeHeHuem B 2021 T
[LOBONbHO pe3oHaHCHOW TexHonormm CRISPR/
Cas9 (komnnekc n3 6enka M pMBOHYKIENHOBON



KWCNOTbl), TaK Ha3blBaeMblX «MOJIEKYNAPHBbIX
HOXXHUL», KOTOPble NO3BONATYAAaNNUTb AedeKT-
HblA TEH U 3aMEHUTb €r0 Ha «NMPaBUNbHbIV», yXXe
6e3 maTanornMyeckux MyTtaymnii.

MOCKONbKY M3MEeHEHNE reHOMa 3aTparvsaeT
He TO/IbKO KOHKPEeTHOro MHAWBUAA - HOCUTENA
COOTBETCTBYIOLULEFO reHa, HO TakXe BCe €ro no-
cneayrwuime NOKONEHUA, He CTOMUT 3abbiBaTb O
TOM, YTO 3TO HAHOCUT yuiep6 cBOOGOAHOMY Bbl-
60opy 6yAylWero ero NOKOMIEHMA N HapylwlaeT Te-
YeHMe ecTeCcTBEHHOro oTbopa YesI0OBEYECKOro
reHoma. He mcknw4yeHo, 4TO MNOTOMKW Mpejka,
M3MEHMUBLIEro CBOM reHoM, MOTYT He 0406pUTH
ero gencrTensg.

CTONT 3aMeTUTb, YTO CTOPOHHUKN MOAUDU-
Kauum reHoma 4yesnoBeka HejgocTatoyHo 3abo-
TATCA 0 nNpobneme Heo6paTUMOCTM MOA[OOGHBIX
[NEeNCTBUIA M y)X TeM 60see 0 6yayuiLem nokone-
HUN. He ncknvyeHa BEPOATHOCTb TOr0O, YTO HEO-
6patTumoe M3MEHEHUEe TeHa MHAMBUAYYMaA, Jaxe
€CNIN OHO cAesilaHO C MO3UTUBHLIMU HaMepeHUs-
MU (Hanpumep, 4N YCTPaHEHUS OonpefeeHHOro
reHeTMmuyeckoro 3abonesaHmMa), MOXXeET NPUBECTU
K BOSBHUWKHOBEHUIO UHbIX TeHeTMUYeCcKNXx npobnem
y>Xe B APYrOM MOKONEHNUUN UHAMNBUAA.

COOTBETCTBEHHO, YCTaHOBJieHWe onpepge-
NIEHHOT0 NpPaBOBOr0 peXXuMmMa B OTHOLWIEHUWN KUC-
MoNb30BaHUA U PaCNOPSAXKEHUSA TEHeTUUYEeCKOMn
MH(popmaumen cnocobcTBoBano 6bl MPU3HAHULO
KOHKPETHbIX NpaB, O4HUM N3 KOTOPbIX ABNSAeTCA
npaBo Ha reHOM 4esioBeka. B 3ToM cnyyae MOXK-
HO 6b1/10 6bl TOBOPWUTH O 3aLLULLEHHOCTW NpaB Ha
FeHHY MHpOPMaLUI0 N B TO XXe BPpeMS Ha UAEH-
TUYHOCTb YesioBeKa Yepe3 3akKpensieHHble Npasa
Ha reHoM, 0 Yem, 3aMeTUM, yKa3blBaeTCcq BO MHO-
r’MX akTax MeXXAyHapoAHOr0o 3Ha4YeHunA.

AKTyanbHblM BOMPOCOM HABNAeTCA OTHece-
HUe TeHeTU4YecKOW MHPoOpMaLUM K HemaTepwu-
anbHbIM 6n1aram. B CcOOTBETCTBU MU C MONOXKEHNAM
cT. 128 TK P® kK ob6bekTaM rpaXXAaHCKUX npas
OTHOCATCA «BelW W (BKAOYAsi HaNUYHble OEHbIU
M LOKYMeHTapHble UeHHble 6ymMarm), MHOe NMY-
W,ecTeo, B TOM 4YWUCNEe WMMYL ECTBEHHble Mpasa
(BknoYyan 6Ge3HanM4YHble [eHEXHble cpeacTsa,
6e340KYMeHTapHble LeHHble 6ymaru, g posbie
npasa); pe3ynbTaTbl paboT U OKa3aHMe ycnyr; ox-
paHaemble pe3ynbTaTbl UHTeNNeKTyanbHOW fe-
ATENbHOCTU N MPUPABHEHHbIE K HUM CcpeAcTBa
MHAVUBUAYyanusaumm (MHTennekTyanbHas co6-
CTBEHHOCTb); HemMaTepuanbHble 6nara». Mcxoan
M3 NonoxXeHni ct. 150 TK P®, K HemaTepuanb-
HbiM 6naramMm 3akKoHoOgaTeslb OTHOCUT >XW3Hb W
340P0BbE, JOCTOMHCTBO JIMYHOCTU, NUYHYIO He-
NMPUKOCHOBEHHOCTb, YeCTb N Ao6poe UMA, Aeno-
BYIO penyTaLunto, HEMPUKOCHOBEHHOCTb YacTHOM
XXN3HWU, HEMPUKOCHOBEHHOCTb XWUAMLLA, TUYHYIO
ncemMeliHyto TaliHy, cBO60AY NepeaBUIKEHUS, CBO-
6o0ay BblbOopa mMecTa NpebbiBaHUA U XXKUNTENbCTBA,

MMSA rpaxpgaHmuHa, aBTOPCTBO, MHble HeMaTepu-
anbHble 6nara, NpuHagnexawmne emy oT poxfae-
HUS UNKU B CUNY 3aKOHa». XO0TA MHPopMaLuua He
OTHOCUTCA K 06beKTaM rpaxjaHCKux npas, Npu-
MEHMMOCTb TrpaXXAaHCKO-NpaBoOBbIX C€cNOCO60B
OXpaHbl MMEHHO TeHEeTU4YeCcKOW wunHopmauum
npasomMepHa B CBA3U C ee B3aMMOCBSA3bIO WU BO3-
felicTBMeM Ha Takme HemaTepumanbHbie 6nara,
KaK XX U3Hb U 340POBbE.

O4HUM M3 Ba>XHblIX BOMPOCOB SABNAETCHA BO3-
MOXHOCTb AOMNYyCKa K FeEHOMHOW WHpopMaynun
3auHTepecoBaHHbIX nuu. K TakoBbiM Ccyb6bek-
TaM MOX>XHO OTHECTU HE TONIbKO KPOBHbIX POACT-
BEHHWKOB HOCUTENA TeX WAU MHbIX TEHOB, HO W
MHbIX CYyOBbEeKTOB MPaBOOTHOLWWEHUN, B KOTOPbIX
OH COCTOUT. HECOMHEHHO, YUTO Takoe packpbiTue
OO/IXXHO 6blTb 060CHOBAHHO W YpPerynuMpoBaHoO
3aKoHoOfJaTesemM CydyeToM CO6NOAeHUSA npoueny-
pbl KOHPUAEHUNANBHOCTN.

YKa3zaHHY TOYKY 3peHUs noAfep>XusawT
E.C. bBontaHoBa u M.I. MmekoBa, KOTOpPble YKa3bl-
BAalOT HATO,4YTO reHeTUYecKas MHopMaLmnsa ABNA-
eTCA 3/1eMEeHTOM HemaTepuanbHbiX 6nar c yueTom
pacnpocTpaHeHUs NPaBOBOr0 PeXMmMa YacTHOM
XXU3HU. K TOMY e, N0 UX MHEHUIO, TeHeTnYyeckas
MHpopmauna MmoxXeT O6bITb OTHeCeHa K pe3yfnbTa-
TaM WHTeNneKTyasbHOW [eATeNbHOCTW, Hanpwu-
Mep, co3faHue 6asbl AaHHbIX, MPU BbIMONHEHUN
YyCNOBUMN TEHOMHOW perncrpaumnm [7,c. 121].

OTMeTUM, 4YTO TO4YKa 3PEHUSA HEeKOTOPbIX
yUYeHbIX MO BOMPOCY OTHECEHWUSA TFeHeTM4YecKol
MHpopmMaunmm K ob6bekTamM MNaTeHTHOro npasa
oKasanacb HecOoCTOATeNbHOW BBUAY TOrO, 4YTO
reHOM fJaH 4Yesi0oBeKY B CUJly eCTECTBEHHOTIO €ero
MPOUCXOXXAEHUSA U B CBA3N C 3TUM He MOXET Bbl -
cTynatb 06bEeKTOM MaTeHTOBaHMA. TakXe yun-
TblBaeTCHA, UTO MATEHT Ha FeH 4YesioBekKa He MO-
XeT obnagatb NaTeHTOCNOCOOHOCTbLIO B CBA3U C
TEM, YUTO reHeTmyeckasas MHMOpPMaLMUa NO CBOUM
XapakTepmMcTuKamM CYL,eCTBEHHO OT/aM4yaeTca OT
n3obpeteHnsa. MogobHbIM NpMHUUN peanni3yeTcs
B eBponeiickom (n. «d» ab63. 2 cT. 52 EBponeiickoi
NaTeHTHOW KOHBEHLUMUMN14) nB OTe4YeCTBEHHOM 3a-
KoHopaTenbcTBe (Noan. 6 m. 5 ct. 1350 K PO).

Mpnmepom 3anpeTa MaTeHTOBaHWSA reHoma
yenoseka BbicTynaeT geno Myriad Genetics, B
KOTOPOM 6bl/1I0O YCTAHOB/IEHO, YTO yKasaHHasa op-
raHmsauma obnapana NnaTeHTOM Ha CTpPOro onpe-
ONeneHHbIW Habop reHoB, Ha3bliBaeMblix BRCAL,
M BO3MOXHbIX M3MEHEHU, BANSAOLWNX Ha opra-
HW3M, @ 9TV XapaKTEPUCTUKN ONpefensat0oT NOBbI-
LWeHHY BEPOATHOCTb pa3BuTUA paka.

OpaHako npu paccMoTpeHuun fgena B 2014 .
BepxoBHbIA cyn CLUA ykasan B CBOEM peLWIEHUMN,

14 EBponeiickas nateHTHass KoHBeHUMsA oT 05.10.1973
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YTO «TeHbl N UHPOPMaLUA, KOTOPYH OHU KOAWU-
pylT, He MOryT 6bITb 3amaTeHTOBaHbl MPOCTO
NOTOMY, UTO OHW 6bINN N30NMPOBaHbI N3 OKPYXa-
lOULero reHeTM4YeckKoro maTtepmana»i15 B cBa3u ¢
yem Myriad Genetics MW KMNOCL MOHOMOAUWN Ha
3Ty Nocnefo0BaTeNbHOCTb FEHOB.

B TO e BpemMs Ha reH mnu Habop reHoBs, KO-
TOpPbIA 6blN1 BblYNEHEH W W3MEHEH, He MOXeT
6blTb HaNOXEH 3anpeT Ha X-naTeHT, 4UTO MNO3BO-
naet cAenaTtb BbIBOJ O TOM, UTO NMPU NPOBeLEHUN
npouenypbl M3MEeHEHUS U MOAUPUKALUN TEeHOB
OpPraHnu3Mbl M NCMONb3yeMble MeTObl TEHHON Te-
panun 6yayT 3auinuLeHbl naTeHToM. COOTBeTCT-
BEHHO, «MATEHT Ha FeHbl - 3TO UCKIIOYUTENbHOE
npaso Ha onpefesieHHY 6MONOrMYecKyto nocne-
[0BaTeNbHOCTb, NPeAOCTaB/eHHOE ANLY, UMEID-
weMy HenocpeacTBEHHOE OTHOLW EHUE K UAEHTU-
huKaumm aTo NnocnefoBaTeNbHOCTU UM paboTe
no ee npeobpasoBaHuto» [8,c. 15-17].

YuntbiBas nosvymio E.C. BontaHoBOW U
M.IN. mekoBOW, onpeaenstoW, X MepcoHanbHble
faHHble KakKk HemaTepuanbHoe 6naro, Bxogsuiee
B MNepevyeHb O6BEKTOB rpaXfaHCKMUX npas B CO-
OTBEeTCTBUU cO cT. 128 TK P®, nonaraem, 4To Ha
nepcoHasnbHble faHHble HeO6XOoAMMO pacnpo-
CTPAaHUTb PEXUM YACTHOW XXU3HMU.

MOCKONbKY MOHATUE YAaCTHOM XXMU3HW B poOC-
CMMNCKOM 3aKOHOAaTeNbCTBE KOHKPETHO He onpe-
[eneHO, CTOUT 06paTUTLCA K HOPUANYECKOWN NK-
TepaTtype. Tak, M\H. ManenHa onpegensaet TanHy
YaCTHOW >XWU3HN KaK «MHPDOpPMaLUIO, He UMeto-
WYy OTHOLWEHUA K NpodeccMoHanbHOW u 06-
L, ecTBEHHOW pgesaTenbHoOCcTM nauuya» [9, c. 264].
MoMmnmo 3Toro, aBTOpPpOM J/IOTMYHO OMNpejeneHa
BO3MOXHOCTb pacnpoCTpaHEHWUS Ha Hee B TOM
ynucne v pexknma TaliHbl, CBA3aHHOW C OCY L, eCTB-
neHnem NpodgeccuoHanbHOW feATeNbHOCTU [Me-
OWLUMHCKOM, HOTapuanbHOW, afBOKATCKOW, 6GaH-
KOBCKOW TalHbl M T. 4.) [9,c 265].

C y4yeTOM TOrO, YTO B HPUANYECKON NuUTe-
patype npeo6nagaet MHeHMe 06 yCTaHOBJ/IEHUNN
CneumnanbHOro NPaBoBOro crtatyca reHeTUYeckKom
MHGpOpMaUUKN 1 BblgeNleHUN ee B OTAENIbHYIO Ka-
TErOPMIO NepcoHaNbHbIX AAaHHbIX C OFPaHNYEH-
HbIM LOCTYMOM, CNeAYyeT COrnacnTbCa C MHEHMEM
E.M. Tyxxunnoson-OpgaHckoh n E.B. AXTAMOBOW,
KOTOpble CYUTAKT, YUTO «TeHETMYECKOW WHGOop-

15 Supreme Court of USA. Association for Molecula

Pathology et al. V. Myriad Genetics, inc., et al. Certiorari to the
United States Court of Appeals for the Federal Circuit No 12-
398. Argued April 15, 2013 - Decided June 13, 2013. [9nek-
TPOHHbIN pecypc] // Supreme Courtofthe United States : cair.
URL: https://www.supremecourt.gov/opinions/12pdf/12-
398_1b7d.pdf [gaTa obpawieHuns: 17°06.2022).

MaLuuum Yyenoseka JO/MKeH 6bITb NMpefaH 0cobbli
npasoBoN cTaTyc. Ee Heo6X0ANMO BblAeNUTb U3
rpynnbl NepcoHasbHON OGUOMETPUYECKOMA WH-
opMaLuM B caMOCTOATENbHbI BUA NMepcoHanb-
HblX J@HHbIX C OTPAHUYEeHHbIM AOCTYNOM, NCXOAA
M3 POACTBEHHOW [KPOBHOWM) CBA3U TPeTbUX NuUL
C HOCUTenem Takol uMHGpopmaumu. CnegyeTt He-
nocpeacteeHHo B TK P® ykasaTb NepcoHaNbHble
JaHHble KaK HeMMyL ecTBeHHOe 61aro ¢ Bblgene-
HUEM TeHeTUYecKUX AaHHbIX YesnioBekKa B Kauye-
CTBe ero ocobowm pasHoBmpgHocTu. MpeacTaBnsa-
eTCA Ba>XHbIM OCYLLECTBMTb COrnacoBaHme HOpPM
K PP n 3akoHa 0 nepcoOHasibHbIX AaHHbIX, MNO-
CKONbKYy B CT. 152.2 TK P® He onpegensetca Mme-
XaHU3M Mx B3ammogenictema» [10, c. 275].

Takum o6pa3oM, NpaBo Ha FeEHETUYECKYH MH-
dopmaunio BbIXOAUT 3a pPaMKU TpagWLWMOHHOWM
MOfAesIN YaCcTHOro npasa, Npas JIMYHOCTN W Npas
MHTEeNneKTyanbHOW COGCTBEHHOCTU W BblABUTA-
eT Ha NepBbl/i NNaH MHTepecbl, NpPeXje BCero, ee
HOCUTENA N ero KPOBHbIX POACTBEHHWUKOB. MMpwu
3TOM MpaBoOBOl cTaTyc, KOTOPbIA [OMXHA MPU-
HUMaTb TeHOMHaa uHpopmayumnsa, foNXKeH ObiTb
OPMEHTUPOBAH Ha CNeumnanbHY0 KaTeropui WH-
dopmaunm o reHome. HemanoBaXXHoe 3HauyeHue
MMeeT OpraHMYyHoe coyeTaHMe YaCTHbIX U Ny-
6/TMYHBIX MeTOAOB B YyperynmpoBaHUW [JaHHOWN
oTpacnun, NOCKONbKY MHaye ocTaHeTCcsA Hepaspe-
W EeHHbIM BOMPOC O MPUMEHUMOCTM MNONOXKEHU
3aKOoHOAaTeNnbCcTBa O 3alUTe MOTBETCTBEHHOCTHN.

3aknwueHune

MogBoas wTOr, MNPUXOAUM K CcrAefyluiunm
BblBOJaM OTHOCWUTENbHO MpPaBOBOW 3aW UTbl re-
HOMa 4YenoBeKa M CBA3aHHbLIX C 3TUM npob6aem.
B poccumiickoM 3aKoHOAaTeNnbCTBE OTCYTCTBYET
neranbHoe onpepeneHne reHeTUYeCKOW WMHGpoOpP-
Maunun. Npuy aTOM CTOUT OTMETUTbL OPULNYECKUE
KOHCTPYKL NN ee UCMOMb30BaHNSA C NO3ULUN ON-
peaeneHNs ee KakKk MepCcOHaNbHbIX AaHHbIX. lo-
LO6HOE MOXeT ynpocTuTb M obecneynTb AONXK-
HOe MNCNOo/Mb30BaHWE TEHETUYECKUX [faHHbIX B
coymanbHO 3HAYMMbIX LLENAX.

Ba>kHbIM ABNAeTca npugaHue ocoboro npa-
BOBOF0 CcTaTyca TeHeTU4YeckKoW WHDopMaLUN.
O6ocobneHne reHoMa 4YefnoBekKa B KayecTBe OT-
O0eNbHOW KaTeropmMm MNepcoOHanbHbIX AaHHbIX
bBnseTcs Ba)HbIM 3Tanmom B MOCTPOEHUUN KOP-
PEKTHOM CcUCTeMbl 3alUTbl HapyleHHbIX MNpas.
B cBA3M C 3TUM HEOO6XOAMUMO BHECTU OMNpPefeneH-
Hble M3MEHEHUSA B 3aKOHOAATENbCTBO, B YaCTHO-
cTn B 3aKOH Ne 152 nrkK Po.


https://www.supremecourt.gov/opinions/12pdf/12-
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