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AHHOMauyus. leHemu4yeckasi UHGhopmayusi 8 NosHoU Mepe He coomeem-
cmeyem oHAMUK rnepcoHasibHbIX OaHHbIX, mak Kak MoxXem OomHOCUMbCA He
MOJIbKO K KOHKPEMHOMY Yerio8eKy, HO U K e20 «buono2uqeckoli ceMbey, YbU
UHMepechkl He y4umbigaem 3aKoH00amesibCmao O MePCOHarlbHbIX OaHHbIX.
locydapcecmeo, cmposi nonumuky 8 chepe 2eHHO-UHXEHEePHOU 0esimerbHO-
cmu Ha npuHyunax ceobo0bl Hay4HO20 uccrnedosaHusi, 3auumsl 0CMOUH-
cmea yeriogeka u 3arnpema OUCKpUMUHayuu, OImMKHO ogpaHu4ume ceobody
ucrnonbL308aHUsI 2eHemu4eckol UHGopMayuu 3aKkpernsieHHbIMU 8 3aKoHe
YC/108USIMU U OCHOBaHUSIMU, orpedesnus Uy, yrnoTHOMOYEHHbIX Mpo8ooumb
0bpabomky, u opeaHuU3ayUOHHO-Npagosbie cpedcmeaea U Mepbi obecriedeHusi
be3onacHocmu eeHemMu4YecKux OaHHbIX.

B Poccutickol ®edepayuu omcymcmayem KOMIMIIEKCHOE pasosoe pezy-
JiuposaHue Ucnonb308aHUs U 3alumbl eeHemu4yeckol UuHgopmayuu, 4Ymo
Oenaem akmyarnbHbiM 3adadqy paspabomku cpedeparnibHO20 3akoHa «O ze-
Hemuy4eckoU UHgopMayuu».

Knroyeenle criosa: uHgopmayus, 3aujuma uHghopmayuu, nepcoHasibHbie
OaHHble, buomempu4yeckue OaHHble, [JHK, ceHemuuyeckas uHgpopmayus,
QuckpumMuHayusi, udeHmucghukayus nnuya, cybbekmHbiti modxoo.
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LEGAL PROBLEMS OF GENETIC INFORMATION
PROTECTION: A SUBJECTIVE APPROACH

Abstract. Genetic information does not fully correspond to the concept of
personal data. It can relate not only to a specific person, but also to his “bi-
ological family”. Their interests do not take into account the legislation on
personal data.

The state genetic engineering policy should be based on the next principles:
the freedom of scientific research, the protection of human dignity and the

' WccnepoBaHue BbIMOMHEHO Npu ouHaHcoBol nopaepxke POOU B pamkax Hay4HOro npoekTa
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prohibition of discrimination. The state must limit the freedom to use genetic
information, to fix in the law the conditions for its use, identify individuals
who can process genetic information and organizational and legal genetic
data security tools. In Russia, there is no comprehensive legal regulation of
genetic information protection. It is necessary to adopt the law «On genetic
information».

Keywords: information; protection of information; personal data; biometric
data; DNA; genetic information; discrimination; identification; subjective ap-
proach.

eHeTu4yeckre AaHHble 06naaatoT LenbiM psaoM YHUKamNbHbIX NPU3HAKOB, KOTOPbIE

BbIENSAOT UX M3 paga ApYrnx NepcoHarnbHbIX aHHbIX. OTW AaHHble, 0COBEHHO

WHTUMHbIE, BCe Bonee 3Ha4nMble, NOTEHLMANbHO 04eHb AUCKPUMUHALMOHHbIE,
OOIKHbI NONy4YMTb 0COObIN NPaBOBON cTaTyc. Bo Bcex pa3BuUThbIX CTpaHax 3akoHOM pe-
rmamMeHTupyeTcs co3faHne 6aHKOB reHeTUYECKNX AaHHbIX, UCNOMb3yeMblX As Meau-
LIMHCKMX UCCReaOoBaHUN, ANarHOCTUKN 1 Tepanuun unu c uensto JHK-naentndprkaumm
B cyaebHOM 1 NpaBOOXPaHNTENBHON OEATENBLHOCTU.

OpHako c nosiBreHneM Tak HasbiBaeMOon reHoOMMKN GonbLlunx AaHHbIX (Big Data
Genomics) Mcnonb3oBaHWe reHeTUYeCcKNX OaHHbIX CTaHOBUTCS Bce BGornee pacnpo-
CTpaHeHHbIM SBfIEHNEM, NOSBNSAOTCA HOBbIE YYACTHWKM OTHOLLEHMWI MO UCMONb30Ba-
HWUIO FTEHEeTUYECKNX OaHHbIX. PUCKM reHeTuYecknx MaHunynsaumim, HoBasi coumnansHas
OUCKPMMMHAUUSA Ha OCHOBE reHeTUYeCKoro AeTepMnH1M3mMa, Bepa B buonoruyeckme
OaHHble Kak B abCONIOTHYI UCTUHY AenatoT akTyanbHoW Npobnemy npaBoBON 3aLum-
Thbl FEHETUYECKNX OAHHbIX C Y4ETOM UHTEPECOB BOMbLIOro KONMYecTBa CyObLEKTOB.

B naHHom paboTte 6yaeT ncnonb3oBaH CyObeKTHbIN NoAXoa, KOTOpbIv npeanonara-
€T, 4YTO OTHOLUeHUs ByayT nccnegoBaThbCs C MO3ULMIA TOO UIN MHOTO KIKOYEBOro Ans
uenen u 3agad ncecnegoBaHusa cyobekTa. Takor cybbekT obnagaer onpeaeneHHbIM
NpPaBOBbIM CTATYCOM U UrPaEeT B CUCTEME OOLLECTBEHHbIX OTHOLLEHWI ONpeaeneHHyo
1 topmauyeckn opmanm3oBaHHyo ponb. IMEHHO CyOBbeKT ABNSETCs MHTErpaTopom
cuTyauun, onpeaensert Lenu AesTenbHOCTU U OpraHn3yeT ee, Boibupas gencreus u
onepauuy ¢ y4eToM Hay4HO fnorm4eckn 060CHOBaHHbLIX 3aKOHOMEPHOCTEN, OENCTBY-
HOLKNX B NpodeCcCnoHanbHOM AeATENBHOCTU.

B nepsyto ovepeab reHeTnyeckasa MHopmauns ceasaHa ¢ UHmepecamu Yyerose-
Ka — ee Hocumeris. YHNKanbHOCTb reHETUYECKMX OAaHHbIX KaX40ro YeroBeka TeCHO
CBsi3aHa C ero NIMYHOCTHbLIMU acnekTaMmm, TakuMu Kak NpouCXoXaeHue, NnpuHaanex-
HOCTb K OnpeaeneHHon aTHNYEeCKoN rpynne, HacTosiwee nunu byayliee 30opoBbe, 300-
pOBbE W HacneACTBEHHble XapaKTePUCTUKM NOTOMKOB.

Esponewckuin Cya no npasam yenoseka nogreepaun B 2008 r., yto npodpmnu JHK
1 06pasLibl KNETOK COCTaBNAT NMYHbIE AaHHblE B 3Ha4YeHun KoHBeHUMM 0 3awmTte
OaHHbIX NIMYHOIO XapakTepa, NOCKOMbKY OHN OTHOCHATCS K OEHTUMULMPOBAHHBLIM NN
naeHTMuLMpyeMbIM nuuam?,

2 S. and Marper v. United Kingdom, Judgment, merits, and just satisfaction, App no 30562/04,
App no 30566/04, IHRL 2882 (ECHR 2008), 4th December 2008 // URL: https://hudoc.echr.
coe.int/eng#{%22itemid%22:[%22001-90051%22]}.
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lMpaBo Ha yBaXeHWe YaCTHOW XM3HM Nobyanno 3akoHogaTenen MHOrMx CTpaH 3a-
ABUTb, YTO FEHETUYECKME XapaKTEPUCTMKM YernoBeka MOryT OblTb MCCREAoBaHbI TONbKO
B MEOMLMHCKMX Lensax Uim Ans HayYHblX UCCNeaoBaHUii 1 TONbKO Nocre nonyvyeHuns
ero cornacusi.

UcknioveHue coctasnsaet OHK-ugeHTndmkaums ansa uenen packpbiTusa NpecTy-
NNEeHU UM naeHTUUKaLMnM HeoNno3HaHHbIX TpynoB. [Mpu 3ToM 06beM cobrpaemon
N XpaHumow B 6aHkax faHHbIX MHOpMaLMM CTPoro orpaHmyeH. CoxpaHsatTCs TONbKO
AaHHble 0 Tex cermeHTax OHK, koTopble No3BONSIOT NPOBOAUTL MAEHTUdMKALMIO (Tak
Ha3blBaeMbIl FEHETUYECKUIA OTNEYaTOK YeroBeKa), HO He coaepaTt MHopmauumio o
ero n3nonorn4ecknx, Mopgonormyecknx, HacneacTBEHHbIX XapakTepucTuKax.

OTnuYMTENBHOM OCODEHHOCTLIO FEHETMYECKMX AaHHbIX ABMSETCS TO, YTO UX JIErKO
cobvpatb 6e3 Begoma Bnagensua. Jltobor yenosek, MHoraa He 0Co3HaBasi, OCTaBnAeT
cnenpl (BONOCkl, CINOHY, hparMeHTbl KOXW), MO KOTOPbIM €ro MOXHO UaAeHTUUUnpo-
BaTb. OfHaKo caenaTb 3TO He NpeAcTaBnsAeTcs BO3MOXHbIM 6e3 goctyna K 6aHkam
reHeTU4eckMx gaHHbIX. [o3ToOMy B 3akOHOOATENbLCTBE MHOMMX CTPaH YeTKo onpeae-
neHbl ycnosusa 1 nopsgok nposegenns AHK-naeHtTndnkaumm.

[pyras oco6eHHOCTb reHETUYECKMX AaHHbIX CBA3aHa C TeM, YTO UX Bcerga pas-
OensIoT HeCKONbKo Yenosek, nockoneky AHK yenoseka, kak npaBuno, noctynaet Ha-
NOMOBWHY OT KaX4oro u3 ero 6Guonorm4yecknx poauTenen, u OH UMeeT BO3MOXHOCTb
nepefaBaTh MOMOBUHY KaXXAOMY M3 AeTen. Yem Bnvike nogm B reHeanormyeckom
apese, Tem bnuxke nx JHK. Koraa yenosek obHapyXunBaeT reHeTUYeCKyo NPUYnHY
3aboneBaHus, aTa UHPOPMALIMA KacaeTcs yxKe He TOMbKO ero, He3aBUCKMO OT TOro,
BbI3BaHO 3aboreBaHne ero NPoONCXoX4eHMeM NN ero 3BoMLMIA. FeHETUYECKUIA TECT,
NPOVAEHHbIN YENOBEKOM, MOXET AaTb YKa3aHWUs Ha XapakTepUCTUKU ero poautenen,
ero geteun unv Apyrux 4YreHoB ero cembn. B aTom crnyvae 3HaHWe reHeTU4eCcKon nH-
dopmaummn 06 aHoManuu NpeacTaBnseT MHTEPEC He TONbKO ANsl HOCUTENS reHa.
HeobxogmmocTe 06ecneunTb KOHPUOEHLMANbHOCTb NIMYHbLIX OAHHbLIX NMPUXOAUT B
NpOTUBOPEYUNE C UHMepecamu YrieHo8 e2o ceMbU U NX NPaBOM Ha 3aLuUTy 340POBbS.

Hukonac Poy3 aenaert BbiBOA, YTO, KOraa 6one3Hb paccMaTpmBaeTcst Kak pesyrb-
TaT reHeTMYeckon nepefaymn, «aTo yxxe He HAMBUAYyarbHbIN akT. [eHeTnyeckas
NMOEHTUYHOCTb MHOUBMAA XapaKTepU3yeTCs... ero pacrnonoXeHnem B cucteme B3au-
MOOTHOLLEHWUI, CoLManbHbIX Y CEMEWHbIX... OTHOLLEHUI, KOTOpble NepepaboTaHbl B
COOTBETCTBUN C FEHETUYECKOW CETKOWN. BonesHb nnmn coctosHmne 30opoBbsa CTaHOBSTCSA
“ceMenHbIM genom”»3.

O4yeBMAHO, YTO MO rEHETUYECKUM AaHHbLIM YerTOBEKA CTAHOBUTCS BO3MOXHbLIM MO-
ny4nTb NHPOPMALIMIO HE TOMBKO O ero BnmxamnLmx PpOACTBEHHMKAX, HO 1 O YneHax
ero «bruonornyeckor ceMb» B TEYEHMNE HECKOMbKMX NPEALLECTBYHOLLMX U nocneay-
IOLLMX MOKOMNMEHUMN.

HakoHel, reHeTn4Yeckme AaHHble MOTYT TakKe XapakTepusoBaTtb rpynny rnogen,
HanpumMmep COCTaBNSATb UHMepec 3mHu4Yeckol obuHocmu. B aTom criy4ae oHu moryT
He TONbKO CNocobCTBOBATL BbISIBIIEHWIO 3THUYECKUX KOPHEN, HO U CO3OaHUI0 «3THU-
YEeCKNX PErmcTpoBy» — OMUCAHUS reHETUYECKMX OCODEHHOCTEN STHUYECKUX FPyN.

BeicTynas Ha dhopyme «Hayka n obuiectso» B Netepbypre B 2013 r., Mmonekynsp-
HbI Buornor, reHeTuk, akagemuk KoHctaHTuH CkpsaibuH OTMETU, YTO B MUPE reHETU-

3 Rose N. Mutationgénétique // Vacarme. 2007/3. No. 40. P. 34.
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YEeCKMIN TECT CTan TakMM Xe 00blAEHHbIM, KaK aHanm3 KpoBU, C ero NOMOLLLbIO Noan
Y3HaKT O pUCKe paHHero nHdapkTa, BEpOATHOCTU 3aboneBaHUsa pakom, ONacHOCTH
poxaeHunst 6onbHoro pedeHka. 1o ero MHeHun, «CoCTaBIeHNE reHETUYECKON KapThbl
BCEX HAPOAOB MUPA — 3TO PELUNTENBHBIN LWar K MOHUMaHWI0 BOCTIPUMMYMBOCTU NH0-
6oro aTHoca k nekapcTBam, 60Ne3HsIM 1 NPOAYKTaM»*,

OTO MOXET NPMBECTU K TOMY, YTO Ha NEepBbIV NIaH reHETUYECKNX NccrneaoBaHun
BbIAYT CBS3U NPUHAANEXHOCTM N0AEN Kk coobLlecTBaM Uy nonynaumsam, ¢ KOTopbl-
MW OHU MMEKT BUONOrnYecKyto 6nm3ocTb, a NOCNeaCTBUSA MOTYT 3aKNoYaTbCs B TOM,
4yTOObI aKLEHTUPOBATb MNPOLIECChI «AeNHANBMAYANN3aLUM» 1 NOOLLPATb UCMNOMb30Ba-
HMe MEeTOA0B reHETUYECKOro NPOUNNPOBaHUS.

Wccnepnosatens LleHTpa uccneposanui B obnacty nHdopmManum, npasa u obuue-
ctBa (Research Centre in Information, Law and Society, CRIDS) ®paHuuun AHTyaHeTTa
PyBpoli cunTaert, 4To KONMNEKTUBHOE N3MEPEHME FeHETUYECKNX OAaHHBIX MOXET CHU3UTb
BOCNpUATNE CYOBEKTUBHOCTU, aBTOHOMMUM, CBOOOAbI M paumoHansHoCcTh cybbekTa®.

Takum 06pa3om, CyLLEeCTBYET CBOEr0 pofa HECOBMECTUMOCTb MEXAY NOAXOA0M K
reHeTUYECKMM AaHHbIM Kak Ccyryb0 MHTUMHbLIM NepCoHarnbHbIM JAHHBIM U UX TPaHC-
reHepaLuVOoHHbIM (TPaHCNUPYIOWNM CEMEWHBIN ONbIT) dPeHOMEeHOM. ['eHeTnyeckue
OaHHble NPaBUMbHO CYUTATb NIHOPONEPCOHANbHBIMU OAHHBLIMU.

OT0 No3BONSET caenaTb BbIBOA, YTO 3aLluTa reHoMa HarnpasreHa He TOMNbKO Ha Co-
XPaHEHME XN3HM 1 300POBbS KOHKPETHOIO YernoBeka, HO U Ha COXPaHeHMe reHoma ero
NMOTOMKOB, €ro 3THM4YECKON 06LLHOCTH. [pK 3TOM 04EBUAHO, YTO UHMEpPECh Bydyujux
rokorneHuli TpebytoT OT HbIHELLHEro NoKosieHNs 6ePEXXHOro OTHOLLEHUS K FeHOMY Kak
OOCTOSIHMIO YeroBeYyecTBa, KoTopoe obecneumT OyayLUMM NOKONEHUSM BO3MOXHOCTb
XWUTb U pa3BMBaTbLCS.

3710 Tem Bonee akTyanbHO, YTO HEKOHTPONMPYEMbI 06OPOT reHETUYECKOW WH-
dhopmaLmn MOXET NoBMeYb HenpeaBUAEeHHbIE HEeraTuBHbIE NOCNEACTBUS, B YACTHOCTH
CTaTb pearnbHOM Yrpo3oK co3aaHns HaLMOHaNbHOro (3THUYECKOro) G1Monormyeckoro
OpYXUS.

PassuTre ¢ 2002 r. HoBoW reHHomn nHxeHepun CRISPR/Cas9, nony4ymsLuen Ha3sa-
HME «TeHHbIE HOXHWLbI», CNOCOBHOM OOHapYXMBaTb, 3aTeM yaansTb, 4eaKTMBMPOBATD,
3aMeHsITb UN MoAMULIMPOBaThL onpeaeneHHyto yactb OHK® n, Takum obpasom, ner-
KO 1 ObICTPO BO34ENCTBOBATb Ha rEHOM B ONpeaeneHHOM MecTe, HECMOTPS Ha CBOKO
3(PhEKTUBHOCTb U HU3KYH CTOMMOCTb, HECET B cebe puck BBEOEHMWS HeXenaTenbHbIX
MyTauui B Nobble YacTu reHoMma.

OTOT MeToa, NPYMEHUMBIN K 3apoAbILLeBbIM KNeTKam Unm aMOpUOoHY Ha paHHUX
CTagusix ero pas3BuTKSA, MOXET CTaTb LLUAroM K HOBOM hopMe eBreHukn, u, ecnuv byaer
©EeCKOHTPOMBLHO UCMONb30BaThLCS, MPUBECTU K HEOOPATUMbIM U3MEHEHUSIM B FeHOME
yernoseka.

4 Akapemuk CkpsibuH: Mup cnacyt 'MO u reHHas nHxeHepus // URL: https://www.fontanka.
ru/2013/10/04/166/ (nata obpallenus: 21.01.2020).

5 Les données génétiques // Commission nationale de l'informatique et des libertés (CNIL).
2018. P. 58.

5 Bonomosckuti ., Monewko A. CRISPR/Cas9 — cuctema pefakTvpoBaHus reHoMoB. [popbiB
B MeAULIMHCKOM Buonorum u reHHow Tepanun? // Hayka n nHHosaumm. 2017. Ne 12. C. 59—64.
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CerogHs 04eBUAHO, YTO PaboThbl NO CO34AHMI0 TPAHCTEHHbBIX PACTEHWUI U XKUBOTHBIX
NPMBOASAT K BO3HUKHOBEHMIO 3KONOrMyecknx npobnem. A reHeTnyeckas «nacnopTusa-
umns» niogen conpskeHa ¢ 6onbLmnMMm aTudecknMm npobnemamm’.

Oco6bIM CyOHLEKTOM OTHOLLEHWUIA MO UCMOMb30BAHUIO U 3aLUUTE FEHETUYECKON UH-
dopmaLmm, KOTOpbIV NPU3BaH rapMOHU3NPOBaTb CUCTEMY MHTEPECOB Pa3HbIX CyObek-
TOB U co3aaTb cbanaHCcMpoBaHHOE NPaBOBOE PEryrnMpPOBaHMNE yKa3aHHbIX OTHOLLEHUIA,
ABNSETCH rocyaapcTeo. [ocynapcTso, yTBEpXKaas npasa U cBoOOAbI YernoBeka, A0MKHO
CTPOUTb BCKO CUCTEMY FrOCY4APCTBEHHOMO YNPAaBMEHNs], ICXOOSA N3 OTBETCTBEHHOCTYU
3a cBo PoaiMHy nepeq HblHELHUM 1 ByayLMMN NOKoNeHnsIMmE,

WHmepecnbl 2ocydapcmea B 06ractv UCNOMNb30BaHWSA U 3aLUTbl FEHETUYECKON
MHdopMaLuKn B NepByto ovepenb OnpeaensoTcs 3agadyen oxpaHbl NpaB Y 3aKOH-
HbIX MHTEPECOB €ro rpaxaaH 1 npeoTepalleHust AuckpuMmuHaumm. MNpuHumn 3anpe-
Ta OUCKPMMMUHALMM HA OCHOBE FEHETUYECKUX XapaKTEPUCTUK OTAENbHBLIX ML, Obin
3aKkpenneH B LenoM psaae MexayHapoaHbiX AoKyMeHTOB. Tak, KoHBeHuma CoBeTa
EBponbl 0 3aWnTe NpaB 1 AOCTOMHCTBA YernoBeka B CBA3U C NPUMEHEHMEM OOCTU-
XeHui bronorum n meanumHbl — KoHBeHLMSI 0 NpaBax Yenoseka u buomeauLmHe
(ETS Ne 164, OBbeno, 04.04.1997) 3anpeLuaeT nobyo hopMy AUCKPUMUHALUN Ye-
noBeka 13-3a ero reHeTM4eckoro Hacneaus. NporHocTuYeckme TeCTbl Ha HanNuune
reHeTu4eckoro 3aboneBaHus UM reHeTUYECKON NPeapPacnonoOXeHHOCTN K TOMY
Unu nHomMmy 3aboneBaHuo MOTYT NPOBOAUTLCS TOMbKO B MEAULMHCKUX LiEnsax Unm
B Llensix MegMUUHCKOW HayKku U Npuy yCNoBMM Haanexallen KOHCynsTauum cneum-
anucTa-reHeTuka®.

leHepanbHo koHdepeHumenn OOH 11.11.1997 6bina npuHsaTa Beceoblasn aekna-
pauusi o reHoMe YernoBeka v npasax Yenoseka'’. CornacHo 3ToMy [JOKYMEHTY, FeHOM
YernoBeKa NeXUT B OCHOBE U3HavanbHOM 06LLHOCTM BCex npeacTaBuTenen vyenose-
4YeCKOro pofa, a Takke Npu3HaHUsA X HEOTbEMTEMOro AOCTOMHCTBA U pa3HOObpa3ns
(cT. 1). Kaxxabln 4enoBek MMEET NpaBo Ha yBaXKeHWe ero JOCTOMHCTBA U ero npas,
BHE 3aBMCMMOCTU OT €ro reHETUYECKNX XapakTepUCTUK. Takoe JOCTOUMHCTBO Henpe-
FNIOXXHO O3HAYaET, YTO NINYHOCTb YenoBeka He MOXET CBOAUTBLCS K €ro reHETUYECKUM
XapakTepucTukam u TpebyeTt yBaKeHUs ero YHUKanbHOCTU U HEMOBTOPUMOCTHU (CT. 2).
[eknapauusi NpusbIBaeT BCe CTpaHbl NPUHUMATL HaLMOHarnbHble 3aKOHbI NPOTMB AKC-
KPUMMHALIMN HA OCHOBE FEHETUYECKMX XapaKTEPUCTMK U NPefoTBpaLLaTh UX UCMOMb-
30BaHMe, KOTOPOEe MOXET NogopBaTh AOCTOMHCTBO U NpaBa YeroBeka.

" PomaHosckul I. 5. EBreHnka v reHeTuka: npaBoBble acnekTbl // 3BecTus BbiCLIMX yHeOHbIX
3aBeneHun. MNMpasoegerue. 2004. Ne 4 (255). C. 184—193.

8 KoHcTuTyumsa P® (npuHsATa BceHapoAHbIM ronocoBaHnem 12.12.1993, ¢ yyeTom nonpasok,
BHeCeHHbIX 3akoHamy P® o nonpaskax kK KoHcTutyummn P® ot 30.12.2008 Ne 6-PK3, ot
30.12.2008 Ne 7-®K3, ot 05.02.2014 Ne 2-®K3, ot 21.07.2014 Ne 11-®K3) // C3 PP. 2014.
Ne 31. Ct. 4398.

¢ The Council of Europe bioethics site // URL:https://www.coe.int/en/web/bioethics/ (aata 06-
paienuns: 21.01.2020).

© BceobLyas feknapauus o reHoMe venioBeka u npasax venoseka. [MpuHsita 11 Hosbps 1997
rona leHepanbHol koHdepeHumelt Oprann3aunm O6bennHeHHbIX Hauuii no Bonpocam o6pa-
30BaHus, Hayku 1 kynetypsbl // URL: http://www.un.org/ru/documents/decl_conv/declarations/
pdf/human_genome.pdf (gata obpatienus: 15.12.2019).
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B uucne rapaHTuii, HanpaBneHHbIX Ha 3aLLMTY YeroBeKka OT BO3MOXHbIX 3110yno-
TpebneHun B ccpepe NCNonb30BaHMS reHETUYECKMX AaHHbIX, Ha3BaHa 0653aHHOCTb
rocygapcTtea obecnevmBaTb KOHPUAEHUMANBHOCTb FTEHETUYECKMX AaHHbIX, KOTOPbIE
KacalTcs YernoBeka, Ybsi IMYHOCTb MOXET ObITb YCTAaHOBIEHA, U KOTOPbIE XPaHATCS
unun nogeepratotcd 06paboTke B Hay4YHbIX Unu nobbix Apyrmux uensax (1. 7).

Oco06bIli cTaTyc reHeTUYeCKnX AaHHbIX YenoBeka Takke bbin 3akpenneH B Mexay-
HapoOHOW AeknapaLumn 0 reHeTUYeCKNX AaHHbIX Yenoseka, npuHaTon MeHepansHON
koHdepeHumernn KOHECKO 16.10.2003". [leknapauus oTMe4YaeT, YTo MHTepecChI 1 bna-
ronosyyve oTAenbHOro YenoBeka NpeBanupyoT Hag NpaBamu U uHTepecamuy obLuecTsa
N Hay4HbIMU UCCreaoBaHNAMN, U BHOBb NOATBEPXAAET NPUHUMUMbLI paBeHCTBa, crpa-
BEOJIMBOCTU, CONMAAPHOCTU, OTBETCTBEHHOCTU, YBAXKEHMS YEN0BEYECKOro JOCTOUH-
cTBa, cobnogeHns npas Yenoseka Y OCHOBHbIX CBOB0OA, 0COBEeHHO npaBa Ha YacTHYIo
XXM3Hb 1 6E30MacHOCTb YeroBekKa, KOTOPbIE JOMKHbI NleXaTb B OCHOBE OESATENLHOCTH
no cbopy, 06paboTke, NCMOMb30BAHUIO U XPAHEHUIO FTEHETUYECKMX OaHHbIX YenoBeka

OCHOBHOW LieNbi0 paCCMOTPEHHbBIX BbiLLIE MEXAYHAPOAHbIX JOKYMEHTOB Mo 6u1o-
3TUKe ABnseTca paspaboTka o6LMX NOAXO0O0B K pPerynmpoBaHnio reHeTU4eCcKnx uc-
CrnefoBaHUn 1 UCMONb30BaHUI0 FEHETUYECKON MHAOPMaLIMK, KOTOPble HanpaBreHbl
Ha 3alLmMTy nNpaBa 1 cBOOOAbLI YenoBeKa B YCNOBUAX MHTEHCMMKALUM HayYHOW aes-
TenbHOCTK B cchepe BruomeanumHbl.

leHeTu4eckoe nccnegoBaHMe XapakTEPUCTUK YENOBEKA MOXET NPOBOANTLCSA
TOMbKO B MEAMLIMHCKMX LieNsax Unu Ans HayvHblxX uccrnegosaHuin. Cornacue yenoseka
OOIMKHO ObITb MOMyYeHO A0 Havana uccrefoBaHus, nocne nonyyeHus uHdopmaumm
0 XapakTepe U Lensix nccneaoBaHus, U MoXeT ObiTb 0TO3BaHO B nioboe Bpems. MNpu
3TOM 60MbLUNMHCTBO PasBUTLIX CTPaH rapaHTMpPYIOT cBOBOAY TBOPYECTBA, HayKn 1 Ha-
YYHbIX MCCreoBaHun.

Tak, B KoHCcTUTYyumn PP onpegeneHo, 4To KaxxaoMy rapaHtupyetcs ceoboga Hayu-
Horo TBopyecTBa (4. 1 CT. 44). PackpblBast AAHHYIO KOHCTUTYLMOHHYO HOPMY-NPUHLIM,
depnepanbHbii 3akoH «O Hayke 1 rocy4apCTBEHHOWM HayYHO-TEXHUYECKOW NOMUTUKE» 12
npenycMmaTpmuBaeT, YTO OpraHbl rocygapcTBeHHOM Brnactu Poccuickon degepaumm ra-
paHTUPYIOT CyObeKkTaM HayyHOW 1 (Mnn) HayYHO-TEXHNYECKOW AeaTenbHOCTN ceoboay
TBOpYeCTBa, NPefoCcTaBnas UM NpaBo Bblbopa HanpaBneHun 1 MeETO40B NPoBeAeHUS
Hay4HbIX UCCIeaOBaHMIN N SKCNEPUMEHTarbHbIX pa3paboTok (CT. 3).

HekoTopble y4eHble cumTaloT, YTo cBobGoAa HayYHbIX UCCeA0BaHUN BKITHOYAET B
cebsi npaBo BbIbOpa HanpaBneHui NCcrneaoBaHUn, UX METOA0B, a Takke camy BO3-
MOXXHOCTb NPOBOAUTL UCCNEA0BaHMSA U CBOOOAHO pacrnopsikaTbes UX pedynsratamu’®,

OpHako cnegyeT OTMETUTb, YTO, FOBOPS O CBOOOAE HayYHbIX MCCreAoBaHWIA B 06-
nacTn reHeTuKN, Mbl TOBOPUM O ¢80600€e U3yYeHUsI reHeTU4eCKon nHdopmMaumm, HO
He 0 c80600e ee UCMob308aHUS.

" MexpyHapofHas Aeknapaumsi 0 reHeTUYeCKUX AaHHbIX Yenoseka. MpuHsaTa pesontouueii le-
HepanbHol koHdepeHuun KOHECKO no aoknagy Komuceun Il Ha 20-m nneHapHom 3acena-
Hum 16.10.2003 // URL: http://www.un.org/ru/documents/decl_conv/declarations/genome_dec.
shtml (gaTta obpaweHus: 15.12.2019).

2 depepanbHbI 3akoH 0T 23.08.1996 Ne 127-93 «O Hayke 1 rocyaapCTBEHHOW HayYHO-TEXHW-
Yyeckou nonutukey // C3 PP. 1996. Ne 35. Ct. 4137.

3 [llysypoe M. B. MexxayHapoaHO-NpaBoBOW NPUHLIMI Hay4HbIX UCCreAoBaHUiA 1 rmobanvaaumm
Hay4HO-TexHornormn4yeckoro nporpecca // Poccuiickas toctmumna. 2012, Ne 2. C. 17—21.

5/2020

JOHIHTIMETIN

7
>
)
@)



102

BEKTOP HOPVOVMHECKOW HAYKW Egz;’c’%ﬁ
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JTrobble cBOOOALI MMEIKOT OrpaHUYEHNs B Cryyasix, Korga OHU NpoTUBOpeYaT OCHOB-
HbIM MpaBam YernoBeka 1 MOryT NPUBECTU K ANCKPUMMUHALIMKN MO rEHETUYECKMM MpU-
3HakaM. Kpome Toro, nogo6Hasi o6paboTka reHeTu4eckon nHdopmaL M BO3MOXHa,
TOMbLKO KOrda Nogy MOoryT MofyYnThb OT HEee NPSMYHO Bbirogy Ans ceoero bnarononyyms
unu 3goposbs. Hanpumep, B 2012 r. HaumoHanbHbIN MHCTUTYT 30paBOOXPaHEHUSA U
MeanumnHCKnX nccnenosanmin ®paHuun (Institut national de la santé et de la recherche
médicale, INSERM) o6partuncsa B HaumoHanbHyto koMuccuio no 06paboTke AaHHbIX
n rpaxaaHckum ceobopgam (Commission Nationale de I' Informatique et des Libertes,
CNIL) c npocbbow gatb paspelueHne Ha reHeTU4eCKoe U3y4YeHne apMsHCKOro Hace-
nexHna™. Llenn nccnenoBaHns 3akntoyanmcb B TOM, YTOObI NyYlle NOHATb UCTOPUIO U
NCTOPUYECKUI BO3pacT HaceneHns ApMeHnn. B koHe4yHoMm utore Takke Obino npea-
NOXXEHO MPOBECTU NAEHTUMUKALMIO FEHOB, OTBETCTBEHHbIX 3a ONpeaeneHHbIe reHe-
Tnyeckune 3aborneBaHus y 3TON NONynNALMU.

3710 nuccnegoBaHve ObINO CaHKLMOHMPOBAHO C YY4ETOM €ro YUCTO TEOPETUYECKON
Lenu C rapaHTUen He UCNosb30BaThb €ro pesynbsTaThl NPUMEHUTENBHO K KOHKPETHbLIM
rpaxkgaHam. [Inst Takmx uccrnemoBaTenbCkmx NpoekToB Bo Beceoblueln geknapaumm no
BGuoaTtuke 1 npaesam venoseka ot 19 okTabps 2005 r.'° npeaycmatpusaercs B 4oMNos-
HeHne K UHAMBWAYanbHOMY cornacuto Ha o6paboTKy Takor MHdopmMaLmm, cornacue,
BbIpa)K€HHOE Yepes 3aKOHHbIX NpeACTaBUTENEN COOTBETCTBYIOLLMX Py U HApOaOB,
T.€. 3aKpenneHHoe B pa3HbIX NPaBoBbIX akTax. Kpome Toro, HaceneHne JOmKHO ObiTb
NPOUHMOPMMNPOBAHO O JOCTUrHYTOM O6LLEM pe3ynbTaTte UCCNeaoBaHWUA.

HakoHeu, 3alumTa reHeTU4eCcKon MHopMaLmnmn CerogHss — 3T0 3agada, CBa3aHHasi
¢ obecneveHnem HaumoHanbHonm 6e3onacHOCT rocygapcTea.

Hanuune y HeKOTOpbIX CTPaH rEHETUYECKOrO OPYXUSA B BUAE MOANDULMPOBaH-
HbIX FEHOB, BUPYCOB, aAanTUPOBaHHbLIX NOA OnpeAeneHHbIi FeHOM, ABNAETCS yrpo-
301 Bronornyeckor 6esonacHocTu rocyaapcTea. Ha 3acegaHumn Coserta no npasam
yernoseka [Npe3ngeHT PP B. B. MyTuH coobLumn, 4To «Mno BCeWn CTpaHe HEKNe Curbl C
HEen3BEeCTHbIMY LensiMm cobupatoT He Tonbko obpasLbl, HO 1 Bronornyeckmin matepu-
an poccusiiy 8. HekoTophble cneumanmcTbl 3assunu, 4to obpasusl HK moryT noHago-
BuTbCs ANnst paspaboTkM BaKUMH UK co3aaHust Gronornyeckoro opyxus'.

CywecTsytoLmin npoben B OTHOLLEHUN 3aLUMTbI FeHETUYECKOW MHAOPMaLIMM B POC-
CUNCKOM 3aKOHOAATeNbCTBE NOMbITanuch YyCTpaHnTb, NpuHas 22.10.2019 B nepsom
4YTeHun nonpaskn B ®egepanbHbiv 3akoH «O nepcoHarnbHbIX AaHHbIX» B YacTu obpa-
BOTKM BUOMETPUYECKMX NEPCOHANbHBLIX AaHHbIX 8.

™ CNIL, Délibération Ne 2012-390 du 8 novembre 2012.

5 BceobLas aeknapauus o 6MoaTrke 1 npaBax Yenoseka (MpuHaTa pesontounen MeHepans-
Hon koHdepeHunn FKOHECKO no poknagy Komuceun Il Ha 18-m nneHapHoOM 3acefaHum
19.10.2005 // URL: http://www.un.org/ru/documents/decl_conv/declarations/bioethics_and_
hr.shtml (gata obpawueHus: 15.12.2019).

6 MyTWH: HeKMe cunbl LieneHanpaeneHHo cobupatoT Guomatepuan poccusiH // URL: https://www.
ntv.ru/novosti/1946284/ (nata obpaiyenus: 21.01.2020).

7 Kntoy Kk reHeTM4YecKoMy koay: 3a4emM BoeHHble CLUA 3akynatoT 6uomaTepuan poccusi //
URL: https://www.ntv.ru/novosti/1880398/ (nata obpaiyeHus: 21.01.2020).

8 3akoHonpoekT Ne 744029-7 «O BHECEHUM U3MEHEHMI B cTaTbio 11 PenepanbHOro 3akoHa
“O nepcoHanbHbIX AaHHbIX" B YacTh 06paboTkn BMOMETPUYECKNX NEPCOHANBHBLIX AaHHbIX» //
URL: https://sozd.duma.gov.ru/bill/744029-7 (nata obpatieHus: 21.01.2020).
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3akoHoNpoeKT npegnaraet B 4. 1 cT. 11 3akoHa B onpegeneHne 6UoMeTpruyeckmx
nepcoHarnbHbIX AAaHHBIX BKNIOYUTL CBEAEHWS, XapaKTepuayoLmne reHeTu4eckme oco-
B6eHHoCTM YenoBeka. NMpu aToM B Y. 2 3TOW CTaTby, rae NEPeYmCcnsoTcs cnyvam ob-
paboTkM 3TUX AaHHbLIX 6e3 cornacus YenoBeka, NOMUMO YXKe MMEILLErocs nepeyHs
cnyyaes, 0o6aBuTb 0653aTENbHYO rOCYAapCTBEHHY FTEHOMHYIO PErncTpaumio.

YKasaHHbIN Noaxon OTOXAECTBIEHUSA TeHETUYECKON MHdopmaumm n ruomeTpuye-
CKUX MepCcoHarnbHbIX aHHbLIX HE ABNAETCH Y4a4HbIM MO NPUYMHaM, OMUCaHHbLIM BbILLE.
B uensix obecnevyeHnss NMYHOM 1 HaLMOHaNbHOM 6e30NacHOCTY UCMNOMb30BaHNE re-
HETMYeCKOM MHpOpMaLIMM JOIMKHO NMETL Bornee cepbe3Hble orpaHuyeHns, Yem oumo-
METPUYECKNE OaHHbIE.

lMpoBeneHHOe Ha ocHOBe CyOBbEKTHOro Noaxoda uccrnegoBaHue NO3BONseT cae-
natb cnegyroLime BbIBOAbI.

[eHeTMYeckasa MHpopmaunsa He COOTBETCTBYET B NOMHOW Mepe NMOHATUIO Nepco-
HarnbHbIX AaHHbIX, TaK KaK MOXET OTHOCUTbLCH He TOSbKO K KOHKPETHOMY YerioBeKY, HO
n K ero «buonornyeckon cembex. NpaBoBoe perynmpoBaHne UCNonb30BaHNsi FeHeTH-
YeCcKon UHopmMaLun 3aKoOHOAaTENbCTBOM O MEPCOHArbHbIX AaHHbIX HE YyYUTbIBAET
MHTEpEeCHl yKaszaHHbIX Nuu,.

['ocynapcTBO, CTPOSA NONUTUKY B chepe reHHO-MHXEHepPHOW AeATeNbHOCTU Ha
npuHUMnax cBoboabl Hay4HbIX UCCegoBaHWI, 3aLUMTbl LOCTOMHCTBA YernoBeka 1 3a-
npeta UCKpUMUHaLMN, LOMKHO OrpaHnynTb CcBOOOAY UCMONb30BaHNSA rEHETUYECKON
MHOPMALIMKN 3aKpENSEHHbIMU B 3aKOHE YCNOBUAMW U OCHOBaHUSIMU, ONpeaenuB nuu,
YMONMHOMOYEHHbIX NPOBOANTL 00paboTKy, 1 OpraHM3aLMOHHO-NPaBOBbIE CPEACTBa U
Mepbl obecrnevyeHnss 6e30nacHOCTM reHETUYECKUX OaHHBbIX.

B Poccuickon degepaumm oTCyTCTBYET KOMMNIEKCHOE NPaBOBOE PerynmpoBaHne nc-
NMob30BaHNS U 3aLUMTbI FTEHETUYECKON MHpopMaLmK, YTO AenaeT akTyanbHbIM 3agady
pa3paboTku cneymnansHoro eaepanbHoro 3akoHa « O reHeTU4eckon nHdopmaununy.
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