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AHHOmMauyus. Ha ocHoBe aHanu3a CoBpeMeHHbIX Hay4HbIX UCCMEAOBaHNI B CTaTbe NPeAcTaBneHbl BbIBOAbI
O TOM, KaK MOXHO MCMOSb30BaTb Pe3ynbTaTbl FEHETUYECKUX UCCIEAOBaHMI Npy cobnioAeHNn NpaBa Ha oxpaHy nep-
COHarbHbIX [aHHbIX, YTO NMO3BONMUT BHECTU M3MEHEHUS B AeWCTBYIOLLEe 3akoHoAaTeNnbCTBO. COBPEMEHHbIE TEXHOIO-
TMW CYLLIECTBEHHO M3MEHSIIOT XUN3Hb YerloBeKa, YCMOXHSIOTCS KOMMYHUKaLMK, NosBnsieTcs «umndpoBon cneny». Mc-
nonb30BaHWe pesynbTaToB UCCMEAOBaHNS reHHOM MHGOPMaLIMK NO3BONMT 06ECNeYnTb peanm3aumio KOHCTUTYLIMOH-
HbIX NMpaB, BMECTE C TEM NpeaynpeanB 3roynoTpedbneHns aTuMm npasamu. MNonyyeHHas MHopMaLms MOXeT crno-
COBCTBOBaTb BOCMOSTHEHUIO OCHOBHBIX MPaB YerioBeka, a AarnbHenLee ee UCnosb3oBaHne BO3MOXHO C corfnacusi ee
obnagatens. Ha ocHoBe 3TOW MH(OPMaLMKN Y KOMNETEHTHOTO OpraHa NosIBUTCSA pearibHas BO3MOXHOCTb MPOEKLMU
HanMuusi HacneAcTBEHHbIX 3aboneBaHuii, MPOTMBONPABHOrO NoBeAeHWs YernoBeka. Mpy 3TOM 3aKOH JOIKeH ycTa-
HaBnMBaTb peanbHble rapaHTUM peanv3aumm npaea YenoBeka Ha HeMPUKOCHOBEHHOCTb YAaCTHOW XXU3HW.
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B nocnegHue rogbl y4eHble-reHeTKM BCe Yallle CTAaHOBATCA MOMOLLHUKaMU FOPUCTOB B peLLEeHNN
CINOXHbIX BOMPOCOB, CBA3aHHbLIX C YENOBEKOM 1 €ro noedeHnemMm. 3HaumTernbHa porib B paspeLleHnm
3TUX BOMPOCOB BO BIIMSIHUW Pe3ynbTaToB UCCeJOBaHUN reHeTUYeCckon MHhopMau 1M Ha AeNCcTBUs ve-
noBeka, 3anpeTbl, NPUMEHSAEMbIE K HEMY, U UX OOPaTHYHO CBSA3b — YHUKATbHY MHOMBUOYAIbHYHO peak-
LiMI0, MPY KOTOPOW O4HO NOBEAEHNE TPAKTYeTCs Kak 3aKOHOMOCHYLLHOe, Apyroe — TpebyeT NnpuMeHeHnst
Mep, NHOTAa NPUHYAUTENbHbIX.
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LAW

lMonHoreHoMHoe (NONMHO3K30MHOE) CeKBEHMPOBAHME CTAHOBUTCHA akTyanbHbIM, Korga Tpebyetcs
nony4nTb MHAPOPMALIMIO O BO3MOXHBIX MyTaUMsaX, KOTOpble ByayT BNUATb Ha NocrneayoLme nokoneHms
nuccrnegyemoro 1 gaeaTtb OTBEThLI HA BONPOCHI O paHee He BCTpeYdaBLUMXCS MyTauusax B ero reHome. B no-
MOLLIb FOPUAMNYECKON HayKe Ans obecnedYeHnsi peLleHnsi coumanbHO-NpaBoBbIX NpobrnemM Takue uccnego-
BaHWs MO3BONSAT ObICTpee nonyyatb UHPOPMAaUUD O BO3MOXHOM Hanuuuum y UCCnegyemMoro Hacneg-
CTBEHHbIX 3aboneBaHun, cnocobCTBYOLLUX NOSIBIIEHMIO 4EBUAHTHOIO NOBEAEHMS, B TOM YNCHE C oTpac-
neBow (rpaxxgaHcKoe, YronoBHOe, aAMVHUCTPATMBHOE NpaBo U T. A4.) ToukM 3peHus (Robertson, 2003).

HeobxoaumocTb B reHeTUYECKOM UCCNef0BaHUN CBOAUTCS He TOMNbKO K paclumMdpoBKe pacnosio-
XEHWs nocrnenoBaTenbHOCTEN reHOB. BaxHOCTb Takoro nccrnegoBaHnsa obycrnosneHa v LWmMpokomac-
WTabHbIM aHanM3om reHeTnyeckon nHgopmaumm, sknovarowmum AHK-guarHoCTuky HacnencTBeHHbIX
3abonesaHun (CycnuupbiH, TiopuH, UmsHutos, CokoneHko, 2016). B ¢BA3M € 3TUM akTyanbHbIM CTaHO-
BUTCH BOMPOC 3aLMTbl NEPCOHarnbHbIX AaHHbIX YEeNOBEKA, B reHOME KOTOPOro obHapyxeHa nHgpopma-
ums, cnocobeTBytoLLast MOHMMAaHMIO XapakTepa CoBepLlUaeMblX UM OENCTBUN: A0 KaKOW cTeneHn akTu-
YeCKM MOXHO UCNONb30BaTb 3TV AaHHble, YTOObI HEe HapyLwaTb TpeboBaHus, NpeabsBnsgeMble 3aKOHO-
AaTenbCTBOM.

B TakoMm KOHTEKCTe Hay4HbI MHTepec NpeacTaBnsaloT pesynbTaThl UCCNeOBaHUN YYeHbIX-topu-
CTOB, paccMaTpuBaoLLMX NHPOPMaLMIO, NOSTYYEHHYIO NOCMNe reHeTUYEeCKNX UccneaoBaHUn, Kak opu-
ONYEecKN 3Ha4YMMy0 Ans Tex cdep, B KOTOPbIX NPOSBRSETCA NoBedeHne YernoBeka: ero couuanbHas
XN3Hb, OTHOLLEHUSA C OKpYXaloL MMy, NpodeccnoHanbHas aedaTenbHoCcTb U 3gopoBke 1 Ap. Kak cnpa-
BeanvBo otMedaeT M.B. ByHaWH, «...LLMPOKOE UCMOSb30BaHNE COBPEMEHHBIX MH(DOPMALMOHHBIX TEX-
HOMOMMN, B YaCTHOCTM TEXHOMOrMi 60nbLUNX AaHHbIX, 0ONaYHbIX BbIMUCIIEHUI, MHTEPHETA BELen, uc-
KYCCTBEHHOIrO UHTENNEKTa 1 APYruX, He TONbKO MPUBHOCUT yA0O6CTBO U KOMGOPT B HALLy XWU3Hb, HO U
opMUpYET HOBbIE BbI30BbI U YIPO3bl, TAKME Kak pearnbHas yrpo3a HEKOHTPONMMPYEMOro HaKoMMeHUs 1
06paboTkM AaHHbIX 06 UHAUBMAE, KOTOPbIE 3aTEM NOTEHLMANbHO MOTYT ObiTb MCMOMB30BaHbI HEraTMB-
HbIM UKW HexenaTenbHbIM Anst Hero obpasom. [lansHerlee NOBCEMECTHOE pacnpoCcTpaHeHe coBpe-
MEHHbIX UH(POPMALIMOHHBIX TEXHONOMMN MOXET MPUBECTM K TOMY, YTO caM (pakT CyLLLeCTBOBaHUS YacT-
HOW XXM3HW OKaXeTcs Nof yrpo3omn» ',

K ocHOoBHbIM NpuHumMnam LokTpuHbl nHpopMaumoHHon 6e3sonacHoctn Poccuiickon ®egepaunm
OTHOCSATCA obecnevyeHne Npas AocTyna K MHpopmaumn, ceoboaa Beibopa cpecTB NOMyvYeHnst 3HaHUNM,
3aKOHHOCTb 1 pa3yMHasi 4OCTAaTO4MHOCTbL Npu cbope n 06paboTke MHpopMauun o rpaxaaHax u opraHu-
3aumusax, a Takke rocygapcTBeHHasi 3aliuTa MHTepecoB POCCUNCKUX rpaxaaH B MHGOPMaLMOHHOW
cchepe. MiHaue roBops, 04HMM M3 HanpaeneHu obecneyeHns NHPoOpPMaLMOHHON 6e3o0nacHOCTU sABMS-
€TCs 3almTa CBEAEHUI, COCTABNAOLLMX rOCYAAPCTBEHHYIO TaHY, U MHbIX CBEOEHWUI, OCTYN U pacnpo-
CTpPaHeHMe KOTOPbIX OrpaHu4YeHbl, BKMOYas MOBbLILEHNE 3aLULEHHOCTU LUGPOBBLIX TEXHOMOTUIAZ,
.. KamanoBa cynTaeT, 4To AOKTPUHAIbHbLIE MOMOXEHUA CTaBAT «MNepen puanveckon Haykom n npak-
TVMKOW 3afaym nepexoda Ha ypoBEHb, COOTBETCTBYHOLLUIA BbI30BAM, Yrpo3am U puckaMm nHpopMaLMoH-
Horo obLecTBa, KoTopble, cornacHo CtpaTernm HauuoHaneHon 6e3onacHoctn PO, nmetot komnnekc-
HbI U B3aMMOCBSI3aHHbIN XapakTep»3.

E.A. 3onoTtapeBa B kayeCcTBe OCHOBHOIO BblABUraeT crieyoLmi Te3UC: «... HOpMaTUBHOE pery-
nvpoBaHue n obecneyeHne Npae rpaxgaH Ha KBanMOUUUPOBAHHYIO MEAMLMHCKYI0 NMOMOLLb B COBpeE-
MEHHOM MPaBOBOM rocygapcTBe obecnevvMBaeTcs MEQNLMHCKAM NPaBoOM U BUOMEONLIMHCKOM 3TUKOM
<...> Meau LMHCKOe NpaBo B Hallen cTpaHe TONbKo (hopMmnpyeTcs Kak camocTosTensHas oTpacnb. Yto
KacaeTcsa MoparnbHOW perynaumm aTon cdepbl, TO OHa JOIMKHA OblTb OCHOBaHa Ha NpuHUMNax Guome-
OVLMHCKOW 3TUKM <...> AenonynsiuMOHHbIE NPOLIECCHI B COBPEMEHHON Poccum, KOTopble JAaBHO CTanu
yrpo30ii HauMoHarnbHol 6e3onacHoCTU, — spkoe TOMy noaTeepXXaeHme»*. Takum o6pasom, psg aBTopoB
nonaraeT, YTO cywecTsyeT rnobanbHOe B3aMHOE BMUSHUE NpaBa U pe3ynbTaToB MeaMLMHCKUX MC-
cnefoBaHuUn.

B Takom KOHTEKCTE TakKe CTAaHOBUTCS akTyallbHbIM OTPacneBOy acnekT, Hanpumep CBs3b Buro-
npaBa ¥ rpaxaaHckux, TpyaoBbIX U ceMelHbIx npas. Tak, .X. babaakaHoB yka3biBaeT, YTO «CTEMNEHb
PErynupoBaHus YMCTO FPaXKOAHCKUX JIMYHBIX HEMMYLLECTBEHHBIX OTHOLUEHWUA, 0cOBEHHO npaBa Ha

" BynauH B. M. MepcoHarnbHble AaHHbIe B cMCTEME MHAOPMAaLMK OrpaHUYEHHOro AOCTyna: AWCC. ... KaHA.
topua. Hayk. M., 2017. 218 c.

2 O Crpareruu passutua nHopmMaumnoHHoro obuiectsa B Poccuiickon ®enepauumn Ha 2017—-2030 roabl: yka3s
MpesungeHta Poccuinckon depepauum ot 9 masa 2017 r. Ne 203 // CobpaHue 3akoHogaTtenscTBa Poccurickon de-
aepaumm (ganee — C3 P®). 2017. Ne 20, cT. 2901.

3 Kamanosa I". I". MpaBoBoe o6ecneyeHne KOHOUOEHLMANbHOCTU MHPOPMAaLIMK B YCITOBUAX Pa3BUTUS MHAOP-
MaLMOHHOro obLecTsa: gucc. ... 4-pa topug. Hayk, M., 2020. 472 c.

4 3onotapesa E. A. MNpaBo 1 6uoMeamuUmHcKas 3TMKa: COOTHOLLIEHWE, MPUHLMMBLI 1 POPMbl B3aUMOAENCTBUS:
aucc. ... kang. topua. Hayk. Poctoe/H[., 2009, 152 c.
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XW3Hb N 300POBbE, NOKA HE COOTBETCTBYET MOMOXEHMIO, KOTOPOE NMUYHOCTL AOSMKHA 3aHUMaThb B 06-
LecTBe. <...> rpaxgaHcKoe NpaBo UCKOHHO AOMMKHO perynvpoBaThb U OCYLLECTBIATL OXPaHy U 3alimTy
npae YyenoBeyeckoln NUYHocTK, ccpep ee cBoboabl 1 camoonpeaeneHus»'. J1.B. lomHmkoBa nonaraer,
YTO «rpakgaHcKkoe NpaBo pacnonaraeT 3HauyMTernbHbIM apCeHanomM CpeacTB MPaBOBOro BO34ENCTBUS
Ha OTHOLLEHMS NO NOBOAY HemMaTepuanbHbiX 6nar MHAMBMAYANbHOW IMYHOCTU Y,

Y.M. CtaHckoBa, paccMaTpuBas B KayecTBe 0bbekTa UccrnegoBaHus NpaBo Ha Tpyd, OTMeYaeT,
YTO «TPYAOBOE 3aKOHOAATENbCTBO HE COOAEPXKUT CUCTEMBI HOPM, HaMpaBreHHOW Ha obecneyeHne npa-
BOBOIO pexvMa MHopMaLmMm orpaHMYeHHOro 4ocTtyna cydobekramu Tpygosoro npaea. Otyactv perna-
MEHTUPOBaHbI NULLb BONPOCHI 3aLLUTbl OXPAHAEMOWN 3aKOHOM TaliHbl U NEPCOHAanNbHbIX AaHHbIX paboT-
HWKa <...> OENCTBYIOLLEEe POCCUMCKOE 3aKOHO4ATENbCTBO MCMOoNb3yeT 6onee LMPOKY KaTeropmo —
“UHcbopmMaLmst orpaHNMYEeHHOro AocTyna” (B HEKOTOPbIX HOPMATUBHbIX MPABOBLIX akTax ynotpebnaerca
cnoBocoyeTaHve “nHpopmaums, 4OCTYN K KOTOpPon orpaHuyeH”). HecoBnageHne obbema noHATMs “vH-
dopmauusa orpaHMYeHHOro ocTyna” u kaTteropum “oxpaHsieMasl 3aKkoHOM TanHa” npeanonaraeT Hayu-
HOE OCMbICIIEHUE AaHHbIX KaTeropuni NpUMEHUTENbHO K TpyaoBomy npasy. PernameHtaums B TK PO
TOJbKO HEKOTOPbIX BUAOB MH(OPMaLUM OrPaHUYEHHOro OOCTyna ABMSEeTCS HeJoCTaTOYHOW, Tak Kak
HOBble BMAbl MHCPOPMAaLMKN OrpaHMYEHHOro JOCTYMNa MOryT ObiTb HE OXBaveHbl TPyAONpaBOBbIM pery-
nMpoBaHnem»3.

He obongeH BHMMaHneM Bonpoc o 61oaTuke un yronoBHom npaee. H.E. KpbinoBa ykasbiBaeT, 4To
B paMKax yrofloBHOro npasa Yyke AaBHO TpebyeTcs KOMMIEKCHOE MCCNedoBaHNE Taknx BOMPOCOB, Kak,
HanpvmMep, NPaBoBbIe acneKTbl TPaHCMNNaHTauumM OpraHoB 1 TKaHEW YeroBeKa; 3BTaHa3ns 1 OTBETCTBEH-
HOCTb 3a yOMINCTBO NO MOTMBY COCTPaAaHuUst; NPaBoBOE perynnpoBaHne BMoMeanLUHCKNX uccneaoBaHuin
Ha 4YenoBseke, BKINOYas MEAVNLMHCKUA SKCMEPUMEHT N UHble NCCNEeAOoBaHNs, NOCBSLEHHbIE 060CHOBaH-
HOMY PUCKY; MeAMLMHCKasi FeHeTrKa, B TOM YNCNe reHeTu4eckas uHxeHepusi. 3Tn u gpyrue npodnemsl
No-NpeXHEeMyY OCTaloTCs B MIIOCKOCTUM NpaBa U MeauuuHel*. B cBoto ovepeab, A.E. HukutuHa yteepxaaert,
yTO «...OMOMEOMLMHCKNE TEXHOMOrMn SABMSAOTCA O4HUM U3 Havboree AMHaMWYHO pPa3BMBAOLLUXCSA
HanpaBeHU Hay4YHO-IKCMEPUMEHTANbHOTO 3HaHUS, KOTOPOE HblHE BTOpraeTcs Aaxe B obnactb 6uo- un
aHTpornoreHesa, nNpeanpuHMMasi akTUBHbIE MOMbITKU MO CO3[AaHWI0 XUBOW, MbICNALLEA MaTepun (B TOM
yucrie YernoBeka), MUHYS ECTECTBEHHO-NPUPOAHDIV LK. .. »5.

HeobxoaumocTb B NpaBOBOM PErynMpoBaHnv, B TOM YUCIE 3TUYECKMX acrekToB, NpeacTaBis-
€TCS BaXHbIM 1151 UCKYCCTBEHHOTO (B TOM YMCIie, 3KCTpakoprnopansHoro) onnogoteopenud (3KO), cyp-
poraTHOro MaTepMHCTBA, TPaHCMNNaHTauumn OpraHoB 1 TKaHen YernoBeka, MICKyCCTBEHHOIO NoaaepXXaHus
XWU3HW, apTaHa3Mmn 1 gpyrnx reHeTUYECKNX TEXHONOrM. B ocHOBaHWM Takux Lenen — nepecmoTp npu-
OpUTETOB HOPUANYECKON HayKku, AOMYCTMMOCTb BMELLATENbCTBA B YENOBEYECKYIO Npmpoay 1 cobnoge-
HWe mopanbHbiXx HopM. Cornacumces ¢ A.B. [lepunacko: «...npobnembl, CBA3aHHbIE C XXU3HbIO U CMep-
Tbio, ANCKycCuUM 06 39BTaHa3uu, KIOHWPOBaHWW, TpaHCnnaHTauuu 3atparveatroT yHOaMEeHTarnbHble
npasa 4yenoBeka. Teopusi NpaBa Kak KoMmnnekcHasi obnactb No3HaHWs cNocobHa 06bEAVMHUTE YCUNns
npeacTaBuTeNnen yronoBHOIo nNpasa, KPMMUHANUCTUKK, FPaXKAaHCKOro npasa, rocyaapCcTBEHHOro 1 af-
MWHUCTPATUBHOIO Npaea, a Takke CreumManucToB B obnactn meauumHel, unocodumn, 61uoatmku, ncu-
XOMorun U T. 4. AN peLleHns MHOTMX aKTyarnbHbIX 3aa4y 3TOW CTapol n BMecTe C TEM HOBOW obnacTu
YenoBeYECKMX 3HaHNI»S,

B HacToslee BpemMs MOXHO FOBOpUTb O MpaBax YerioBeka pacnopspkaTbCs CBOMM TeNoM.
Mx HasblBaloT comaTudeckumun. Takoe onpegeneHue npeanoxuna O. 3. CtaposonTtoBa. OHa nonaraer,
YTO «B BeK “OMOTEXHONOMMn” HOBble HayyHble OOCTUXEHUS HE TONbKO MONe3Hbl, HO B psde cnyvaes
onacHbl. MHOrne u3 Hux B OykBanbHOM CMbICIE BTOPraloTCs B Havano (PenpoayKTUBHbIE TEXHOMOIMK),
TeyeHue (TpaHcnnaHTaums opraHoB U TKaHEN YenoBe4vyeckoro Tena) n KoHew, (nogdepxka BeretaTus-
HOFO COCTOSIHUS! HA BECbMa ANUTENbHBIN NepPUoa) X13HU Yernoseka»’.

" BabagxaHos W. X. MpaxoaHCcKo-nNpaBoBble NPo6neMbl npaBa Ha XusHb U 300POBbE: ANCC. ... KaHa. opua.
Hayk. [ywaH6e, 2004. 175 c.

2 NomnukoBa J1. B. MpaxnaHcko-npaBoBbie Cnocobbl peanusaummn npasa Ha oXpaHy 300poBbsa B Poccuiickon
depepauun: gucc. ... KaHa. ropua. Hayk. M., 2006. 183 c.

3 CraHckoBa Y. M. TpynonpasoBble cpefcTea obecrneyeHns KOHPUAEHUMANbHOCTU MHADOPMAaLIMK OrpaHNYeH-
HOro goctyna: gucc. ... KaHa. topua. Hayk. Ekatepun6ypr, 2014. 211 c.

4 Kpbinosa H. E. YronosHoe npaBo 1 61M03TUKa: YronoBHO-NPaBOoBble NPo6reMbl MPUMEHEHNS COBPEMEHHbIX
OMOMEANUMHCKUX TEXHOMOMMIA: ANCC. ... A-pa opud. Hayk. M., 2006. 410 c.

5 HukutuHa A. E. MpaBoBoe perynvpoBaHne GUOMEAMLMHCKMX TeXHOMoruii: TeopeTuKo-NpaBoBoi acnekT:
aucc. ... kang. opua. Hayk. CI6., 2002. 284 c.

6 Nlepunacko A. B. XXnsHb Yenoseka kak doyHOaMeHTanbHas eCTeCTBEHHO-NPABOBas LIEHHOCTb: INCC. ... KaHA.
topua. Hayk. Bnagumunp, 2004. 181 c.

7 Craposoiitosa O. 3. KOpuanyeckuin MeXaHnam peanusaumm 1 3aLumTbl COMaTUYECKMX NMpaB YeroBeka 1 rpax-
AaHuHa B Poccuiickon Pefepaumm: ICTOPUKO-NPaBOBOW 1 TEOPETUYECKUIA aHanum3: gucce. ... aA-pa topug. Hayk. Crle.,
2006. 453 c.
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Takvum obpa3om, B COBPEMEHHOWN OPUAMYECKON HayKe BCE Yalle OTMEYalTCsa HeyperynmpoBaH-
HOCTb 1nu cnabas yperynnupoBaHHOCTb BMO3TUYECKUX acnekToB. MNonaraem, 4To Takon gucbanaHc npaea
1 BMO3TMKM MOXKET BO3pacTy B TOM YUCIIE C LUMPOKMM BHEAPEHNEM PE3yNbTaToOB rEeHETUYECKMX UCCNeao-
BaHUN, BTOPratoLLmMXcs B CTPOEHME reHoma yenoseka. Bo3MOXHOCTb «pedakTMpoBaHUSA» reHeTU4ecKom
nHdopMaumm aomkHa bbiTe Nog KOHTponem rocyaapctea. OgHako n B 3TOM YacTu Heobxoaumo cocpe-
AOTOUYNTLCS Ha Pa3yMHOM OFPaHNYEHUN TUPAXKUPOBaHNS MOJTyHYEHHbIX PE3yrnbTaToB UCCNEA0BaHNI C CO-
XpaHeHneM MepcoHanbHbIX AaHHbIX FpaX4aHuHa, T. €. peyb uaeT ob MHopmaLmm, KOTOpPYH MOXET Mno-
NyyYUTb rpaxxgaHWH 1Ny uccregoBaTenbckas opraHu3auus 4N ganbHenLWwero ee Ncnosib30BaHus.

«KT0 Bnageet uHopmaumen, TOT BlageeTr MMPOM», — He Cry4yanHO UMEHHO 3TO BbIpaXeHue
N3BECTHOrO YY4EHOro He TepsieT CBOen akTyanbHocTWU. PaccmatpuBas nHgopmaLmio kak iopnandeckyto
KaTeropuio, Mbl JOIMKHbI 06paTUTbCs K beaepanbHomy 3akoHy oT 27 utons 2006 r. Ne 149-03 «O6 uH-
dopmauunm, MHPOPMALIMOHHBIX TEXHOSOMNAX U O 3alinTe nHopmaumm», rae gaHo onpeneneHune no-
HATUS «MHOpMaLUNa» — «CBeAeHMs (CoobLLeHMs, JaHHbIe) He3aBUCMMO OT POPMbI MX NpeacTasne-
Husi» (cT. 2)'. OTO NOHSATME MOKa3blBaeT 3HAYUMMOCTb MHOIMOACMNEKTHOCTU, KOTopasi BNIUSET HA TO, YTO
OHa co3[aeT, T. . Ty OObEKTUBHOCTb, UMEIOLLYK HEKUI COLManbHbIN U IOPUOUYECKUA CMbICH, B TOM
yncne cnocobCTBYOLWNIA MyYLIEMY MOHUMaHWUIO LIEeNen reHeTUYecKMx nccnegosaHui. MNonyyms Heob-
XOAMMble CBEAEHWS, uccrnegoBaTesnb Npexae BCero AOMKEH YCTaHOBUTL rpaHb Mexay nHdopmaumen,
KOTopasi OCTaeTcsl B NepMaHeHTHOM COCTOSIHUW, U MHAOpMaLMen, NoABEPKEHHOW N3MEHEHNAM. B aTom
CMbIce uenecoodbpasHo NpoBedeHMe JanbHenWnX nccrnegoBaHni B 3Ton cdepe.

depnepanbHbli 3akoH oT 27 nonga 2006 r. Ne 152-903 «O nepcoHarnbHbIX AaHHbIX» B cTaTbe 3
COOEPXKUT onpeaeneHnss NepcoHanbHbIX AaHHbBIX, OAHO M3 KOTOPbIX cTano 6onee BocTpeboBaHHbIM C
2020 r. B cBA3M C yBenm4eHnem obbema undposusaumm no o6paboTtke aTux ceegeHnin: «1) nepcoHans-
Hble AaHHble — nbast MHopMaLUA, OTHOCALLASACA K MPSIMO UMM KOCBEHHO OnpeaerieHHOMY 1Unu onpe-
aensemomy usndeckoMy nuuy (CydbekTy nepcoHanbHbIX AaHHBIX)» U «1.1) nepcoHanbHble AaHHbIE,
paspeLleHHble CyOBbEeKTOM NepcoHarnbHbIX AaHHbIX AN pacnpoCcTpaHeHWsl, — NePCOHanbHble JaHHbIE,
[OCTYN HEOrPaAHWYEHHOTO Kpyra fnu1L, K KOTOPbIM NPefoCTaBneH CyObEKTOM NepPCOHanbHbIX AaHHbIX My-
TeM Jaym cornacusa Ha o6paboTKy NepcoHanbHbIX AaHHbIX, pa3peLleHHbIX CyObekTOM NepCcoHanbHbIX
AaHHbIX NS pacnpocTpaHeHus B nopsake, npegycMoTpeHHoMm PenepanbHbiM 3aKOHOM (CTaTtbst 3 A0-
nonHeHa nyHktom 1.1 ¢ 1 mapta 2021 r. — dbegepanbHblii 3akoH oT 30 gekabps 2020 r. Ne 519-03)»2,

O. b. lNpocBeToBa OTMEYAET, «...Bbl4JIEHEHNE KaTEropun “nepcoHarnbHble AaHHbIE” 13 bonee 06-
LLIEN KAaTeropmm “4acTHasl Xm3Hb” <...> CBSI3aHO C pacrnpoCcTpaHEHNEM aBTOMATU3NPOBAHHbIX CUCTEM O6-
paboTKM N XpaHeHns nHopmMauum <...> yepes TEXHUYECKME KaHanbl CBA3WN. VIMEHHO 3TK cucTemsbl <...>
co3ganu npegnocbinki AN BO3HUKHOBEHUSA NPOoGneMbl 3almTbl KOHMAEHUMANbHbBIX CBEAEHUI Nepco-
HanbHOro xapakrepa»s. ABTop npas, Befb Ha ypoBHe OCHOBHOrO 3akoHa rocyaapcTea, B KOTOPOM Yero-
BEK M ero npasa SABMATCA OCHOBOMW B MOCTPOEHUM AeMOoKpaTuyeckoro obLiectsa, co3gaeTcs cuctema
obecneyeHns 3alUmTbl YAaCTHOW XN3HU rpaxaaH. PyHaameHTanbHbIA CMbIC KOHCTUTYLIMOHHOW HOPMbI —
«cbop, XpaHeHWe 1 pacnpocTpaHeHne NHPOPMaLIMM O YaCTHOW XXU3HM NLLa» TONbKO C ero cornacus (4. 1
CT. 24) yka3blBaeT Ha TO, YTO AaHHble KOHKPETHOM NMUYHOCTU NpY AanbHenemM B3aMOAeNCTBUM C OpY-
MW rpaXxaaHamu SBASIKOTCA NPOAOIMKEHNEM MOHATUS «4acTHas Xu3Hby. [onaraem, 4YTo Npu AOSHKHOM
obecnevyeHnn 3aWwmThbl NepCcoHanbHbIX AaHHbIX OyaeT cobnioaaTbca U 3Ta KOHCTUTYLIMOHHAsA HopMa, Mno-
CKOJbKY peyb MOET HE TOSNbKO O TEXHUYECKMX COCTaBMSIOLLMX 3TOrO NMOHATUS, HO NPEXAe BCEro o rapaH-
TUSX peanu3aLmmn CBoUX Npae ¥ psaa 3TUYECKUX acneKkToB 3TOro npaea.

3aBepluas HacTosiee vccrnegoBaHe, oTMeYaeM, YTo passButme BMOTEXHOMOrun, nosiBneHne
pe3ynbTaToB reHETUYECKUX MCCNeaoBaHWIA HaNpsMyH0 BNUSIET HA 3aLUUTY UHTEPECOB rpaxkaaH. BaxHo
pasrpaHMunTb MHAOPMAaLUIO, NoNydYaemyro B pesynbTaTe TakMx UCCNeAOBaHUN; 3aKpenuTb B 3aKOHE
OTBETCTBEHHOCTb 3a €e pasrnalleHne B Lensx NpuYnHeHust Bpeda rpakaaHuHy; onpegenuts obuine
noaxofbl K 6GMO3TMKE B NpaBe U paccMaTpuBaTth pe3ynbTaTbl FEHETUYECKMX UCCIEeN0BaAHUI Kak OCOObIN
BuA MHopmaumn, TpebytoLwnn COOTBETCTBYHOLLEN 3aLllMTbl CO CTOPOHbI FOCYAapcTBa.

Psim BONpOCOB, pacCcMOTPEHHbIX Bbille, TpebyeT AanbHenwero camocTosTeNbHOMO nccrneaoBa-
HWs1, @ NpuHUMna «He HaBpeau!» OOMKHO OECTBOBATbL HE TONMLKO B MEAULIMHCKOW Cpefe, HO 1 B opu-
Andeckon. Paccmartpuas G1MoaTUYeCKUIn acnekT, BaXHO cobnogaTte 6anaHc nHdopmMaummn orpaHuyeH-
HOrO Y LUMPOKOIo TUPaXmnpoBaHUsl, He JAonyckaTb pasrnalleHns NnepcoHnpULMpoBaHHOM MHpopmaumu,
BeAb peyb MAeT O 3aLNTe KOHCTUTYLIMOHHOIO NpaBa Ha YacTHYH XWU3Hb, a B 6onee y3kom, COOCTBEHHO
IOPUANYECKOM CMbICIIE — Ha 3aLLMTY NepPCoHarnbHbIX AaHHbIX. He MeHee BaXkHbl Takue acnekTbl, Kak

1 06 uHdopmaLmn, UHPOPMALMOHHBLIX TEXHOMOMSAX M O 3almuTe MHpopMaumu: deaepanbHbIi 3aKoH OT
27 vionsa 2006 r. Ne 149-03 // C3 P®. 2006. Ne 31 (u. ), cT. 3448.

2 O nepcoHarnbHbIX AaHHbIX: deaeparnbHbii 3akoH oT 27 mionsa 2006 r. Ne 152-03 // C3 Pd. 2006. Ne 31 (4. ),
CT. 3451.

3 MpoceeTosa O. B. 3awmTa nepcoHarbHbIX AaHHbIX: ANUCC. ... KaHA. lopu. HayK. BopoHex, 2005. 193 c.
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NPABO

WH(OPMMPOBAHUE O BO3MOXHOCTAX MOMyYeHUs pe3ynbTaToB TakMX UCCNeaoBaHWUiA Ans coBep-
LLIEHCTBOBAHUS MEXaHM3MOB 3alUMTbl NpaB rpaxaaH;

He cTUrMaTm3aums Tex, B YbMX reHax obHapyXeHbl MyTauum, a cogencTeme rocyaapctea B ag-
PEKTUBHOW peabunutauum Taknx rpaxagaH;

MOWCK BapuaHTOB CO3[aHNsi 3aKOHOA4aTEeNbHbIX 3anNpeToB Ha «pedakTpoBaHUe» reHoma;

co3gaHuve nccnegoBaTenbCKUX LEHTPOB, MMEOLUX COOTBETCTBYIOLLME NOSIHOMOYMS ANS reHeTu-
YeCKMX MCCnefoBaHUNM.

Mpun Hay4yHO-NPaKTUYECKON NOCTAaHOBKE AaHHbIX BONPOCOB OCHOBOW A0MkKHA ObITb B1O3TMKa Kak
cucTema npeactaBneHnin 0 TOM, Kak Takue pesynbTaTbl MOryT NOBNUATL HA YerioBeKa, Kakyto MMEHHO
VMHOPMALIMIO MOXXHO U HY>XHO JJOHOCUTb A0 UCMbITyeMoro. U ectb v He06X0ANMOCTb rocyaapCTBEH-
HOro KOHTPOIS 3a rpaxgaHamu, UMEeLLUMN MyTauun B reHoMe: BO BCEX NN Crnyvasix OHW MOryT BbiTb
«onacHbl» Ans obwecTtsa, Tpebyetca N Ansa HUX JONONHUTENbHaA peabunutaums, MOXeT nn MHAdop-
MaLmsa 0 MyTauusx B reHoOMe OTPasnuTbCa Ha UX JanbHEWLLEen coLumanm3aumm — B CeMbe, TPYAOBON Ae-
ATENbLHOCTM U T. 4. Bo3amoxHO, notpebyeTtca paspaboTka NOHATUI, KacaroLmMXcs AONYCTUMOCTU MyTa-
LU B reHOME, He BIUSAIOLLMX Ha COLMAnbHYH XM3Hb, KaK 3TO MMEEeTCS B HACTosILLee BPEMS B OTeye-
CTBEHHOM 3aKkoHoAaTenbCcTBe 06 UHBanNuaax, korga ux couvanbHas agantaums 3aBUcuT oT pakTopos,
0603Ha4YeHHbIX B 3aKOHE (Hanpumep, CTeneHb yTpaTbl TPY40CNOCOOHOCTH 1 Ap.)
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