LY

XXI MexaynapoaHasi Hay4yHasi KOH(epeHuus

>
‘4--

«HuBuau3anus 3HAHUN: POCCUNCKHE pPeaTum»
cTparern4yeckas naHeJjb
«luBHJIM3aLIMOHHAA POJIb NIPaBa
B COBPEMEHHBIX HHTeIPAallMOHHBIX MPoIeccax»

(2. Mockea, 10 anpens 20202.)

COOpHHUK cTaTel U JOKJIa10B

PocHOY
MockBa

2020



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

VK 34
bbK 67
I1 579

11579 «luBminsanus 3HAHUMN: poccuiickue peanuny» cTpareruyeckas [1aHEeIb
«luBunu3anMoHHas poOJIb IpaBa B COBPEMEHHBIX MHTETPALIMOHHBIX IPOLIECCaxX»
(r. Mocksa, 10 ampenst 2020r.) XXI Mexnynapoanas HayuHas KoHpepeHuus — M.: Mup
Hayku, 2020. — Pexxum moctyma: https://izd-mn.com/PDF/20MNNPK20.pdf — 3arxn. ¢
9KpaHa.

ISBN 978-5-6044337-4-4

«10» anpens 2020 roga B 10puIUYECKOM UHCTUTYTE POCCHIICKOTO HOBOTO YHUBEPCUTETA
(PocHOY) coctosutace XXI MexayHnapoaHas HaydHas KoHpepeHus «luBunu3anus 3HaHWM:
pOCCHICKHE peanmny cTpaTernyeckas manenb «l{uBuin3amonHas posib npaBa B COBPEMEHHBIX
MHTETPAIIMOHHBIX  MpoOIeccax» ¢ MNPUMEHEHHEeM HH(OPMAalMOHHO-KOMMYHUKAIIMOHHBIX
TEXHOJIOTHI.

3amauaMu MEXIyHAPOTHON HAYyYHO-TIPAKTUUYECKONW KOH(EPEHIIUU CTaId OOMEH OIBITOM,
dbopMHpOBaHME OKCIEPTHOIO MHEHHUS O MECT€ W POJM TMpaBa B MEKIYHAPOAHBIX U
BHYTPHUIOCYIAPCTBEHHBIX MHTETPALIMOHHBIX MIPOLIECCAX, BBISIBJICHUE TEHACHUUHN €€ 1ajJbHENUIIEero
pPa3BUTHS M BO3MOXHOW TpaHCHOpPMAIUHU, a TaKKE HCCICIOBAHUE BBHI3OBOB, CTOSIIUX IEPEI
MIPABOM B 3IIOXY INI00ATU3ALINH.

B pabore koH(pepeHIIMN TPUHSIINA yJacThe BEAYIIHE POCCUICKUE U 3apyOeKHbIE yUeHBIE,
MPEJICTABUTENIN MEXKIYHAPOJIHBIX OpPTraHU3alliid, OPraHOB TOCYAApCTBEHHOW BJIACTH, CYAE€OHBIX
opranoB Pocculickoii @enepanuu.

ISBN 978-5-6044337-4-4

© AHO BO «Poccuiickuit HoBblil YHuBEpcuTe™
© OO0 MznarensctBo «Mup Haykn», 2020

-
|

;
A\

2

https://www.rosnou.ru/ 2

p "‘l“".
Ny


https://izd-mn.com/PDF/20MNNPK20.pdf

XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

OraasJieHue

TIJTEHAPHDBIC JOKIIAIIDL. ....c..uvieeeeiiiieeeeeiteeeearteeeeaassreeeesssseeesassseeeesassseesssssseesasssseesssnssseesssnssseesannns 9

Bbaoypun C.H. HTerpaiinoHHbIi KOHCTUTYLIHOHAJIN3M COBPEMEHHBIX LIMBUIIN3ALUMH .............. 9

(BUICOOKIIA] TIO CCHUIKE
https://www.youtube.com/watch?v=3LWRj5SmxN90&feature=youtu.be)

HempbiTuHa M.B. Tumnsl npodeccrnoHaabHbIX KOMIIETEHITUI IOPUCTA M CIIOCOOBI UX
(DOPMEPOBAHHST ......eeeuvveeenereesseeesseeesseeesseeesseeessseeaasssaasssesasssseassssesssssesssssessssesssssesssssessssesensees 19

IMaBaunoB A.B. OTaenbpHBIC aCIIEKTHI COBPEMEHHOTO 00€CIIeUeHNs HAIIMOHATBLHOM
0€30MaCHOCTH HA TOCTCOBETCKOM IPOCTPAHCTBE ...ceuvvvreenereeanereennereesnreesnreessressseeesseessseesnnnes 31

Kaunmentos B.JI. [Ipumenenue 3apy0eXxHOTO OIbITa TEXHOJIOTHI IIPABOBOTO MPOCBEIIECHHUS B
POCCHITCKIX PEAITHISIX .vvveeeuvreesunreesnsreesseeessseeensseeessseesssseeensseessssessssseesnssessnssesasssesssseesssseesnsseesnns 42

(BUICOIOKIIA] TIO CCHUIKE
https://www.youtube.com/watch?v=3LWRj5mxN90&feature=youtu.be)

Dr. Jaab W. de Zwaan European union a unique example of regional and integration
(BHIICOIOKIIAJT TTO CCBHIIIKE
https://www.youtube.com/watch?v=3LWRj5SmxN90&feature=youtu.be)

CranuciaoBac Tomac VICKycCTBEHHBIN HHTEIUICKT YHHUTOKUT PO(ECCUI0 IOPUCTA
(BUICOIOKIIA] TIO CCBUIKE
https://www.youtube.com/watch?v=3LWRj5mxN90&feature=youtu.be)

Hasaerruiabaees P.11. Teoperuueckue npoOaemMbl IPaBOBOTO peryIUpOBaHUS
WHTETPAIMOHHBIX MIPOIECCOB: IMBUIN3AMOHHOE U3MEpPEeHHE (BUIEOIOKIA]l TIO CChLIKE
https://www.youtube.com/watch?v=3LWRjSmxN90&feature=youtu.be)

AuartyxoB A.B. [InarpopmenHoe npaBo, Kak MEXaHU3M IPABOBOTO PEryIMPOBAHUS LUPPOBBIX
mwatopm "yMHBIX" TOPOJOB (BUIEOIOKIA] IO CCHUIKE
https://www.youtube.com/watch?v=Yw1snYhHruw&feature=youtu.be)

Cexuus 1. LIuBMIN3aMOHHBIE BBI30BBI MIEPE] IPABOM B 3IOXY INTOOATHU3ALNH ... 48
1.1. AzuzoBa /1.9., Coapnaros P.I'. [IpaBa uenoBeka U 3TUYECKUE ACTIEKTHI B paMKax
TITOOQITHBALIMY ...ttt ettt ettt st ebe et ebe e e a e s e e s b s et e ae e st ese et et et e b e besaeeae e s e s ensennenaennes 48

1.2. bapunos C.B. [Ipo6iembl o6ecrieueHus mpaBa Ha HEMPUKOCHOBEHHOCTh YaCTHOM KU3HU
B DITOXY TTTOOQITHBAIIHIH .....vvveeeveeeureeennreeessseeessseeansseeanssseessseesssssesssssessssesssssesssssessssesssssessnseesnnses 56

1.3. beikoBa H.B. HopMaTuBHO-1IpaBOBOE peryanpoBaHUE IPOLIECCOB MUTPALIUU B DIIOXY
TITOOQIIHMBALITIT «...ceeeeeeeeeeeeeeeeeeee e e e e e e e e eeeee e aaeeeeee e e e aee e eaeeeeeeeaae e aeeeeeeeanaannnaaaeeeeesaenennnaaaeeeaeeees 63

1.4. Boponun B.H. Heokazanue nomoru 6onsHOMY (cT. 124 yK pdh): Bceraa jau ecTb
OOSIBAHHOCTD TTOMOUDB? .....outiiiiienieiitenieeteeet ettt etetesaestesaeeteebe st ess et e s e saesaesaeebesaeeneesnesnenaenuesaens 70

1.5. Jopoxos H.H. I1IpaBo B ycinoBusax TpaHchopMaiiy myOoInyHO-IpaBOBOr0

PETYIUPOBAHUS PASBUTUS POCCHUUCKOTO OOIIIECTBA . ..c.uveeerenreenteriteeieteesreeieesteesesieesseensesnnenseenne 74
rpac’,;’@?, https://www.rosnou.ru/


https://www.youtube.com/watch?v=3LWRj5mxN90&feature=youtu.be
https://www.youtube.com/watch?v=3LWRj5mxN90&feature=youtu.be
https://www.youtube.com/watch?v=3LWRj5mxN90&feature=youtu.be
https://www.youtube.com/watch?v=3LWRj5mxN90&feature=youtu.be
https://www.youtube.com/watch?v=Yw1snYhHruw&feature=youtu.be

XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

1.6. Knouenko JI.H. O HE0OXOIMMOCTH BBEICHUS YTOJIOBHOW OTBETCTBEHHOCTH 3a YTPO3y

YHUUYTOKEHUS UMYILECTBA: OTEYECTBEHHBIA M MUPOBOM OIIBIT ....ccuvvenerrenirerireenieeenneenseesneeninenns 83
1.7. Ky3bmenko FO.A. Hekoropblie Borpochkl HAIOroBo Meauanuu B Poccum............o..e....... 90
1.8. Kyaemosa H.H. Mexanu3msl Cy1e0HOTO KOHTPOJIS B 3aIIUTE IPAB YEIOBEKA................ 96

1.9. Kyrakun C.A., Terkun /I.B. Posb 1 3HaueHue pexxuma coaepkaHus o1 CTpaxe, Kak
cpencTBa 00ecrieueHrs 3aKOHHOCTH B JIEATEIBHOCTH CIIEACTBEHHBIX U30JISTOPOB YTOJIOBHO-
HCTIOJTHUTEIIBHON CUCTEMBI POCCHM ...ttt e e 101

1.10. ITerpos C.B., XpsiukoB A./l. UHCTUTYT 1€J10BOM pernmyTaiyy B MEIUIITUHCKOM

1.11. Cnenaxk B.IO. [IpaBoBble aCIEKThI 3alLIUThl PE3YJIbTATOB HAYUYHBIX UCCIIEIOBAaHUI pU
nepegave TexXHoaorui B cepe 6e3onacaoct u 000poHsI B pamkax OJKD .............c.c......... 112

1.12. Siuuna U.FO. YrosioBHast OTBETCTBEHHOCTD 3a JICUCTBUS, yrpoXKaromne 0e301macHon
AKCIUTYATAUN TPAHCTIOPTHBIX CPEIICTB ..vveeeauerreeeeruurreeessuereesansseeessnsseeeessnmseeesssssseessssssseessnnne 117

1.13. AuapeunueB U.A. [IpoGnembl kBaTupUKALUU U pa3srpaHUYCHUS PECTYIIICHHUHI
CEKCYATTBHOTO XAPAKTEDA ..vteeuuveeenireeeureeauteeaieeesnseeesasseessteessseessseesseeessseeesseeesseesssseessseesnns 121

1.14. Bo:xxkkko A.C. Undopmaruzanus mpaBoBOro MPOCBEUICHHUS KaK HHCTPYMEHT
(dbopMUpOBaHUS IPABOBOIO FOCYIAPCTBA U MPAXKAAHCKOTO OOIIECTBA: COBPEMEHHBIE PeaTuu
TTAHTIEMHUH. ...cuvtennteentteeuteentteeeteeeaeeeateesaeeeateesue e e bt e sate e st e sateeabeeeabeeabeesabeembeeeabeenbeesabeenbaeenbeenseesanean 126

1.15. JlecuukoBa A./l., bapunos C.B. [Icuxodusnonaornyeckoe UCCie10BaHNUE C
HUCITIOJIB30BAHUEM nonnrpa(l)a B LICJIAX I/I306JII/I‘-I€HI/IH JDKHU B IIOKAa3aHUAX IIPHU PaCCICAOBaAHNN
TIPECTYTIICHHI ...eeeueveeeeutieeeuteeesuteeenuseeennseeesseeasseeasseeansseeansseeanssesssssesssssesssssessssessnseeessseessseesnns 134

1.16. Masyposa FO.A. 3amura TpyZAOBbIX IPaB CAMO3AHATBIX TPAKIAH . ..c.c.vverererreenrreenreennne 139

1.17. Moaun E.JI. Hexotopsie mpoOieMbl TEPMUHOJIOTHH B chepe KOMMYHATIbHBIX

WCTIYT etttee ettt e e ettt e e ettt e e e ettt e e ettt e e eaab et e e e e aabb e e e s e as bt e e e e ab bt e e e ea bbb e e e s ab bt e e e e nbbeeeeebbaeeesenbnneeeeann 143
1.18. Buxkun H.M. [lepcrieKTUBBI pa3BUTHS MYHULIUIAIBHONH COOCTBEHHOCTH ........cnveennene. 150
1.19. Heanamosa H.B. IIpoGiieMsbl B cpepe 3aIUThl IPAB HOTPEOUTEICH ....cveenveeveeeennnnne. 156

1.20. Hukyaoukuna JI.IL. [Tpo6ieMsl peanu3anuu 4eTblpex JHEBHOW paboueil Heienu B
COBPEMEHHOM POCCHIT .....oitiiiiiiiiiiie ettt ettt ettt e et e e e e e sbee e naeeesnseeenns 160

1.21. ITonos J.C. IIpobnembl 1 IyTH COBEPIIEHCTBOBAHUS 3aKOHOAATEILCTBA B 001aCTH
PEryJIMpOBaHUs HHBECTULIMOHHOMN IE€ATEIbHOCTU Ha PHIHKE IIEHHBIX OYMAr......c.cccevueenueennne. 166

1.22. ITozausxosa FO.A. KpuMmnHonornueckas XxapakTepucTHKa T0BEACHUS 10
o0 (0} 78] %17 (4 - . H OSSPSR 172

1.23. CaBenkoBa A.3. HCcTUTYIMOHANM3aLuUs AET0BON pemyTauu B Poccuiickoit

EIICPALIMIL. ...c..veeenetteeiieeeeiiteeiteeesiteeesateeeateeaasteeaasteessteesasseesnsaeesssteesnsaeenanteesnseeesabaeesnneesnnseennns 180
1.24. ToacronsitoBa A.IO. VcTopus yronoBHOM OTBETCTBEHHOCTH 3a MOIIEHHUYECTBO B
POCCH ..ottt s 184
1.25. Xouq0n0B A.C. CoBepiiieHre IPECTYIIEHUH B COy4aCTUU: TPOOJIEMbI TPAKTUKH ........ 191
e
@ac’,;’@?} https://www.rosnou.ru/ 4



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

Cexuus 2. [luBmm3anmonHas pojib MpaBa B COBPEMEHHBIX MHTETPAIIHOHHBIX MTPOIeccax B
EBporie 1 Ha €BPa3UNCKOM IPOCTPAHCTBE . ...c...eeureeureerirerteensreeneenseesseesseeeneesseesseesseesseesseesnsees 195
2.1. BopoobéBa S.A. 3amura npas uaBectopoB B EADC: npaBoBoe peryinpoBaHue.......... 195

2.2. T'apkyma II.A. VHTErpaliniOHHBIC ACTICKTHI B IEATEIILHOCTH HHCTUTYTA TyOepHaTOpa:
HUCTOPUKO-TIPABOBOM AHATIHIS ....vveeuvveeeneteeeereeeuseesnuseesnsseesnsseesnsseessssesssseessssesssseesssseesssseesssseesnns 204

2.3. Kamukun C.1O., ITokpoBckuii A.B. PazBuTre TEXHOJOTUIN UCKYCCTBEHHOTO MHTEIEKTA
Y 3alluTa OCHOBHBIX IIpaB 4yesjoBeKa U rpakaanrHa B EBporneiickoM Coro3e.........ccevvvveennnne 209

2.4. Kyauko E.C. [IpoGaeMbl HHTETpaiiy pa3IuIHBIX TPABOBBIX CHCTEM B AIIOXY
TITOOAIIHBALITIT «....eeeeeeeeeeeeeeeeeee e e e e e e e e ee e e eaeee e e e e e e aeeeeeeeaea e aaeeeeeeeneannnaaeeeeeeannennaaaeeeaeeae 213

2.5. MucHuk I'.A. CaHKIIMH B 36MEITBHOM TIPABE.....uuveeeerreeereeaireenrreesureenseeesseeessneesssseesns 222

2.6. ITaBaoB A.B., 'op6ans B.C. JloroBop KoMMep4eCKO KOHIIECCUU: CPAaBHEHUE C
3APYOCHKHBIMU QHATOTAME .......cuvveeereerseenereeseensseeseessseessessssesseessseeseessseessessssessseessssessessssesnsees 227

2.7. llpynuuxos M.H. Ponb eBpa3uiicTBa B COBPEMEHHBIX [OCY1apCTBEHHO-IIPABOBBIX
MHTETPALMOHHBIX TTPOIIECCAX «.vveeeuurrrreeesurrreeeassnreesessssseessssssseesassssesesessssseesssssseesssssssesssssssseesanns 233

2.8. AaryxoB A.B., Kamkun C.JO. [InarpopmenHoe npaBo Kak MeXaHU3M IOPHAUYECKOTO
perynupoBaHus HU(PPOBBIX MIATHOPM «CYMHBIX)» TOPOIOB ....veerereenreenreareenieeereesneeeseesseeenseas 245

2.9. TI'eiinaposa E.E. 3apy0exHblif ONBIT BHEAPEHUS U IPUMEHEHUS IBTAHA3UM .................. 251

2.10. lopodeen U.A. BinsiHue HHTErpallMOHHBIX IPOLIECCOB HA POCCUMCKYIO MOJEIb
KOPIIOPATUBHOTO YIIPABIICHHS ...vvvvvveeeruiirreesaiereeeesureeessassteesassseeessnnseeeessnnseessssmsseessssssseessnns 257

2.11. OcrankoB [I.A., AnaeB M.A. ['ere3uc Poccuiickoro Koncturynnonanusma.............. 266

2.12. T'a¢gyposa E.A., Jlanmmua E.C. PerynupoBanue BamoTHbiX oTHomeHu B EADC Ha
COBPEMEHHOM DTATIC ......euevereeereeeeenauunrteeteeeessaannrreeeeeeeessaaansresaeeteesessasansresnteeesssasanmsessesseesessannnes 275

2.13. KopneeBa H.A. IIpaBoBble Mpo0sieMbl HCKYCCTBEHHON PENPOAYKIIMH YEJIOBEKA. ........ 283

2.14. Kygaposa JI.O. IOpuanyeckast OTBETCTBEHHOCTD 3a IPABOHAPYLIEHUS B CETU
TIHTPEPHET ..ttt ettt et s ettt sat e et e st e b e saneenbneemneennnesanees 290

2.15. MoJjonoBa A.A. 3aJ10T UCKIIIOYUTENBHBIX IIPAB HA TOBAPHBIM 3HAK ......eovvveenreeenennnee. 295

2.16. Huxkntuna A./l. 3HaueHue JPEeBHEBOCTOYHOM U PUMCKON MPaBOBBIX KYJIbTYpP B
(GhOopMHUPOBAHUH MPUHIIUIIOB COBPEMEHHOTO YaCTHOTO MPaBa B POCCHM .........cccvveeevieenreneneee, 301

2.17. IlaxomoBa Q.M. OTBETCTBEHHOCTh 32 COBEPIICHHUE aKTa MEXIYHAPOIHOIO TEppOpU3Ma

2.18. Ipsiakun B.B. CooTHomieHne 3apy0eXHOTO M HAIIMOHAJILHOTO MOPSI/IKOB
(TIpaBOMOPSAKOB) B CUCTEME aTbTEPHATUBHOTO yperynupoBanus cropoB (ADR)................. 326

2.19. Cepruenxo /I.I'. IIpecTynnHOCT MUTPaHTOB C TOYKHU 3PEHUS

MEAKTUCIIUTIITTHADHBIX ..eeuuvteeuteeeireeenuseeanuseesnseeesnsseesssseesnsseessseessseessseesseessseessnseessseessnseesnns 333
2.20. ba6enko B.C. [Ipo0nembl HCTIOTB30BAHUS MHUPOBOTO OKEAHA ......eeeuevenreenieeanieeneeenneenn 338
2.21. Cmepaos U.0. NadopManinoHHBII SKCTPEMHU3M: TIOCTAHOBKA TIPOOJIEMBL ................... 347
Py

@ac’,;’@?} https://www.rosnou.ru/ 5



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

2.22. Tumenko /I.A., CemenueB A.K. Biausinre MexayHapoIHOTO IIpaBa Ha pa3BUTHE
CEMENHOTO MPaBa POCCUMCKOM MMITEPHH .......vveeenivieeiiieeiieeniieeeiieesieeesaeeesieeesbeeesaneesnnneeenns 353

2.23. ®axupu Kapuna A.B. OcBo60X/1eHIE€ HECOBEPIICHHOIETHUX OT YTOJIOBHOM
OTBETCTBEHHOCTH M HakazaHus M0 YK P® 1 HEKOTOPBIX 3aPYOCIKHBIX CTPAH .......ccoveeernnnen. 358

2.24. ®ypuuk E.I1. Oco6eHHOCTH B3BICKAaHHS ATUMEHTOB B CYyZCOHOM MOPSKE ................. 368

Cexuust 3. Pois HHTETpaMy Pa3IUYHBIX MPO(ECCHOHAIBHBIX KOMIIETCHIIUH B (OPMUPOBAHUH
170 o) (ot w: 0147 11 (S) 1 SRS 375

3.1. EnukeeB U.C. CoBpeMeHHBIE TEHJCHIIMU U IEPCIICKTUBBI PA3BUTHUS JUCTAHIIMOHHOTO
OOYUCHIS. ....eeeuveeeeereeeeteeeeteeeeteeessteeessseeassseeassssaasssaeasseessssseasssseassseesssseeassseeassseesssseessseesnseennns 375

3.2. Kacc K.I'. «IIpaBoBoe 0Opa3zoBaHue B paMKaX COBPEMEHHBIX TCHACHIIUN Pa3BUTHUS
OOIIIECTBA ...vvuviuriitentieateeitente et et et eabeeatesat e bt et e ebe et e eatesate st esbeebsesbeeabesasesaeenseeaseeneebeennesunens 383

3.3. KopuuiioB A.P. [IpaBoBble acrieKThl periiaMeHTaluu OTJAEIbHBIX MEIUKO-3KCIIEPTHBIX
TIPOLICIIY] -vvveenrreernreeesureeennseeesnseeensseessnsesanssessssseesnssessssseesnsssssnssessssessssessnssesssssessnseeessseesssseesnns 390

3.4. IlerpoB J.U. [Ipobiema aieKBaTHOCTU MEp MPEIOTBPALICHUS MPECTYIIICHUI HOpMaMu
VTOIMOBHOTO KOIEKCA PD ... e e e e e e e e e e e anae e 397

3.5. CmepaosB A.A., Cabuen C.II. KpumuHonoruueckas XxapakTepUCTHKA TUYHOCTU
BUHOBHBIX B COBEPILICHUH MPECTYIUIEHUN SKCTPEMHUCTCKON HAIIPABICHHOCTH .....ceevvveeenereennns 404

3.6. TeipTeiHbIl A.A., Eanceesa U.U., Enucees I1.B. «[IporpaMMHO0-0pHeHTHPOBaHHbIE
TEXHOJIOTHH B MPOQPIIN3AMNUN TTOATOTOBKU CIICIOBATCIIA-KPUMUHAIHACTAN ......vveeveenreeereannen 411

3.7. lanoBaJjos [.A. IHCTUTYT BO3ME3/IHOTO OKa3aHUs yCIyT B IM(PPOBU3ALIUN
OOIIECTBEHHOM JKHIBHU ..c.uvveutieniteauteentteeteesiteateesuteeteesaseebeesaeeebeesabeebeeeabeebeesabeenbeeenseenneeeaseas 422

3.8. 'anmuuknii H.H. UHCTUTYT OTKPBITOI JIMIIEH3UHU B cpepe aBTOPCKOTO MpaBa Mo
POCCUHCKOMY 3AKOHOMATEIIBCTBY ....vveeeeurrreeenurreeesaureeeeanunreeeesasseeeesasrseessnmseeessssseeesanmsseessnne 427

3.9. Komn6abda A.A., Eroposa B.U. HekoTopsle npoGieMbl IpaBOBOrO TOCyapcTBa U
HEKOTOPBIE ITYTU UX PEIICHUS B UHTETPALIMOHHBIX CHCTEMAX .. uvvenereenreenureenerenireeneeenneensnennees 433

3.10. 3ynoB A.A. [IpoGieMsl, CBsI3aHHBIE C 3aKJIIOYEHUEM TPYJOBBIX JOTOBOPOB B TPYAOBOM
[IpaBe, U UX pa3pelieHue NPy PACCMOTPEHUHU TPYILOBBIX CIIOPOB ....ccveerureeirerireeieeanreenieenneees 438

3.11. KapaanoB T.P. CMapT-KOHTPAKTBI: UCTOPHS M TIEPCTICKTUBDL .......vveeerereeeereennreenreeenns 442

3.12. Msasnmna H.I'. BiusiHME MOMUTHYECKUX U COLMATIbHO-3KOHOMMYECKUX YCIIOBHM HA
MIPABOBOE PETYIUPOBAHUEM CHCTEMBI BBICIIETO OOPABOBAHMS ....cuvveenvieireanirenireeieeanreeneeenneeas 447

3.13. Pocc E.B. Hensuxumoe uMyIiecTBo, Kak 00bEKT CYNPYKECKUX OTHOIICHHH. ............. 453

3.14. CemenasieB T.T. IlyOnuunast cOOCTBEHHOCTh KaK MHCTPYMEHT PEryJIHpPOBAHUS
OOIIECTBEHHBIX OTHOIIECHUH B PHIHOTHON IKOHOMUKE ......veeevieneeeenreenreanseenaresseensseenseessnesnsens 461

3.15. Tumenko JI.A. Counonoruueckoe uccnenpopanue «fOpuctsl 6yaymero. Ha ckonbko
COBPEMEHHBIE CTYAECHTHI 3aUHTEPECOBAHBI B FOPUINUECKON JEATETBHOCTH .cvvveeeneveeenneeennns 468

3.16. Cniupun A.A. [IpoGnems! pazpemienust eaepanbHOH aHTUMOHONOIBHON CITYK00i1

CITOPOB B CPEPE BAKYTIOK ...vveeerreerurreesurreassreeassseeessseeassseessssseassssesssssssssssesssssssssesssssesessseessssessnns 477
A
@ac’,zla?} https://www.rosnou.ru/ 6



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

3.17. YUenypmuoii A.B. IlocpenunuectBo BO B3siTouHnyecTBe: cTaThs 291.1 YK PO®.
N3menenus ot 24 nexabps 2019 rona B nocranosnenuu [Inenyma Bepxosaoro Cyna
Poccwuiickoit @eneparuu ot 9 utons 2013 roga N 24 "O cyneOHOIM MPpaKTUKE IO JeJIaM O
B3SITOUHUYECTBE U 00 MHBIX KOPPYNIIMOHHBIX MPECTYyIJIeHUAX ", Kacaromuecs ctatbu 291.1

Cexnusn 4. [TocTreHOMHBIE TEXHOJIOTHN U TIPABO: MEXIYHAPOIHBIE, POCCUNCKHUE U 3apyOeKHBIC
TIOTTXOIB e veeeeeeeee e e et e e e et e e e e e e e e e e e e e e e e e e e e e e e e e e e e na e e e e e e e e e an e e enanaaeeeeanaeeeennnaeeeennaeeeennnns 500

4.1. Kanunuyenko IL.A., Toapimena I1.J[. Msrkoe npaBo B cdepe reHoMa 4eTI0BeKa:
MEXIYHAPOIHBIA U EBPOTICHCKIM OTTBIT ....veeeuvveeeereeeureeseeeesereesareessneessseeessseesssseeessseesssseesns 500

4.2. Iy6oB A.B. O030p 3apy0eKHOT0 3aKOHOJATEILCTBA B 00JIACTA TCHOMHBIX UCCIICIOBAHUN
Ha ipuMepe [IBeHnapuu U BETUKOOPHUTAHMY ........ccvvvieeriiieeiiieeiieeeiieeeiieeeieeesveeesneeenneeenes 509

4.3. IpsikoB B.I'. HecankIMOHMPOBAaHHOE UCIOJIb30BaHUE FTEHOMHON MH(OPMaLUK, KaKk
HNPECTYTIEHUE X XTI BEKA. .. .eeiiiiiiiiiiiiiiie ettt ettt ettt e it ettt e et e e st e e et e e sabeeesaaeeseabeeenas 519

4.4. Kanunudenko A.A. [IpoGiembl peryaupoBaHus STHUECKUX BOPOCOB KUTAWCKOTO
OMOOAHKUHTA U TTYTU UX PABPCIIICHUS ...veeneeeentieereeneeesieeenteeaaseaseesnseesseesnseesseesnseesssesseesssesnsens 532

4.5. Kocuikun C.B. AkTyanbHble BOIPOCH! PEryJIUPOBAaHUS UCCIEJOBAaHUM F€HOMA YEJI0BEeKa
B MEKIYHApOIHO-IIPABOBOM U CPABHUTEIbHO-IIPABOBOM KOHTEKCTE ....c.vvenveenrierereenreenenanens 536

4.6. Kyobimkun A.B. BiusiHue coBpeMeHHBIX BbI30BOB Ha (hOpMYJIMPOBaHHE HEKOTOPBIX
IOPUAMYECKUX TMOHATUHN B CPEPE PETIPOTYKIIUN UETIOBEKA .....veeueeerereanrieeireenieesireenireenneenseeseees 547

4.7. MuxaiinoBa C.A. /luzaitHepckue feTH: OMOITUYECKHE aCIIEKTHI B Cy1€0HOM
TIPAKTHKE ....eeeniiieeiiee ettt ettt e ettt e et eeeateeeat e e eba e e eats e e s aaeeeabaeeeabaeeeabseesasaeesanneessneeesabaeessneeesaneeeans 558

4.8. Mockoskuna E.K. 3amura npaBa Ha HETPUKOCHOBEHHOCTh YaCTHOM JKM3HHU B KOHTEKCTE
Pa3BUTUSA TEHETUUECKUX TEXHOTIOTHH «.c.uvveureiiiienieeniieeieeite et esiee et esiee et eseeesreesaeeeneesanesanees 565

4.9. Hexorenera M.B. Mex1yHapoaHble TPUHLUIIBI OOECTIEYEHUsI TEHOMHOM
OEBOTTIACHOCT . «...eeeenetenreenteeiteteeateeuteeteeateeetesaeesaeeateebeesbeeatesate st esbeeasesbeeasesasesbeenneentesseebeennenanens 572

4.10. ITonomapesa JI.B. [luckprmuHanus 1o npu3Haky T€HETUYECKOTO CTaTyca U MpaKTUKa
CIITA T KQHATIDL. .. eeeeeeee et e et e e et e e e e et e s e e eeae s e e e e s e e eaaeseeeaaeseeaaaanees 579

4.11. Copoxuna E.M. NuBecTuIIMOHHAS ACSITEIBHOCTD B cpepe reHoMa YeIoBeKa:
JOCTH>KEHUE BBICOKOTO 3(h(heKTa 1 BOZMOKHBIE PUCKU Ha TpUMeEpe CyeOHOM MPAKTUKH.....590

4.12. Tkauyk B.B. Amepukanckuii 1 eBponeickuii moaxo/bl K MaTeHTOCIIOCOOHOCTH
n300peTeHnl, OCHOBAaHHBIX Ha UCCIIEOBAHUSAX TEHOMA YETIOBEKA ....eovveereriienrenieenreeiennenaens 598

4.13. IInaok T.O. K Bonpocy 0 rocyaapcTBEHHBIX porpaMmax B cepe reHHOM

1703 02 XS ¢ (570) 21 SO PR PRPRRRRRPPRRt 604
A
@ac’,zla?} https://www.rosnou.ru/ 7



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

Cexkuus 5. TeopeTnyeckre U MPaKTUUECKHUE aCIIEKThI MPABOBBIX MOCIEICTBUN PEOPTraHU3aAINKU 1
B107009:37 01 E2000207 100170112 (510007 . Q01 1 1 USSR 611

5.1. BopoobéBa S1.A. JIuKBUIalIMOHHBIN OCTAaTOK KakK J0XO0J] OT IPEIIPUHUMATEIbCKON
JESITEIBHOCT . ....nveeuteirettenteeutesttesteeaseeutesbeeatesueesatesseebsebeeaaesase st esseessebeeatesasesseenseesnenseennesanens 611

5.2. Ky3bmenko FO.A. K Bonpocy 06 3¢ hekTHBHOCTH peopraHu3aiiy I0pUINYECKUX JTUI] B
(1] )Y (S 0T 1edi (SN (2078 7 =) 391 (53] (5] 10 SRS 616

5.3. JIroaBur C.JA. OcoOeHHOCTH CENIOK IO TIepeIayue TMKBUIAIMOHHON KBOTHI B CHITY
TpeOOBAHUS 3aKOHOJATEIHCTBA O IEOMDIIOPHBAIIHH .....eeenvvreenereeeereeesreeasreeesseesssseessseeessseeenns 621

5.4. MeteneBa HO.A. [IpaBoBoii pexuM JUKBUAAIMOHHOTO OCTATKa C TOYKU 3PEHUS
UMYIIECTBEHHBIX MPAB CYTIPYTOB. .. eeeutreeurreeureeanureeeseseessreesnsreessssessseesssseesssseesssseeessseesssseesnns 632

5.5. Moma3skoBa C.U. Tpanchopmarys KOpropaTUBHEIX OTHOLIEHUN B XO3HCTBEHHBIX
00111eCTBaX B YCJIOBHSIX Pa3BUTHS TPAXKIAHCKOTO 3aKOHOIaTENLCTBA U Cy/1IeOHOM TpakTUKu 64 1

5.6. CembsinoB E.B. CymHOCTb IOPUIAYECKON OTBETCTBEHHOCT . .. vveevvreeneveeennreeennreeenveennns 648
5.7. JemuaoB K.C. biiokueliH B FOPUCTIPYACHIIMY .....ccovveeriiieniiieniieeeiieeeieeesiee e 661
5.8. Kace C.I'., Kacc K.I'. biokueiin: 3apy0eKHBINA U POCCUMCKHUM OIIBIT ........ccvvveenveeeeennen. 666
5.9. Maabirun B.I1. BUPTyanbHAss COOCTBEHHOCTD.......ccueerueieieeriieenieeeteenieeseeesieeenseesneesseas 671

5.10. IerpoBckuii A.B. [IpaBoBbie TPOOIEMBI PEryJIMPOBAaHUS KPYITHBIX CIEIOK U CIIEJIOK C
BAMHTEPECOBAHHOCTDBEO ...eeuvvveeurieeureeeureersreeeuseesseeesseesssseeessseessssesssssessnsseesnssesssseeensssesssseesnns 680

5.11. Pomanos H.}O. «3amura npas notpeduTeneil npu peopraHu3auu IpUINnIecKuX

B0 1005 UTTTTR PP P P PP PP PPPRROPPPPPPPPPPPPIR 688
e
@M’,ZIO?} https://www.rosnou.ru/ 8



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

Cexnus 4. [locTreHOMHBbIE TEXHOJOTHU U NIPABO: MEKITYHAPO/IHbIE,

poccuiicKue U 3apy0esKHbIe MOAX0AbI

Kamunuuenko Iayan Anexcanaposuy!??

MockoBckuii rocyrapcrpeHHbli opuandeckuii ynupepeurer umMenu O.E. Kyraguna
Poccusi, MockBa

Toabimena Moauna JImurpuesnal®

MockoBckuii rocyiapcrBeHHbli opuaudeckuii ynuepcurer umenu O.E. Kyraguna

Poccusi, MockBa
4.1. Msirkoe npaso B cepe reHOMa Ye10BeKAa: ME:KIYHAPOAHBIN 1 eBPOINEeCKUH ONBIT
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reHOMa 4eJI0BEKa, B Ka4eCTBE OCHOBHOI'O HHCTPYMEHTA CaMOPETYJIMPOBAHUS HA YHUBEPCAIBHOM
U pernoHajibHOM ypoBHe. CrieniajibHOe BHUMaHKUE B HACTOsALIEH craTtbe yaensercs Jleknapanuu
EC «Ha nytu k noctyny no kpaiiHed Mepe K 1 MWIJIMOHY CEKBEHMPOBAaHHBIX FeHOMOB B EC k
2022 roxy». Hacrosimas pabota noarotosieHa B pamkax npoekra PODU Ne 18-29-14074 mk.
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P.A. Kalinichenko
P.D. Golysheva

Soft Law in the Genomic Field: International and European Experiences

Annotation. The paper is devoted to the analysis of international soft law in the human
genome field as the main instrument for selfregulation at the universal and regional level. A special
attention is devoted to the EU Declaration “Towards access to at least 1 million sequenced
genomes in the European Union by 2022” in this article. This paper was prepared within the
framework of the RFBR project No. 18-29-14074 mk.

Keywords: soft law, international cooperation, European Union, genomic information,

human genome.
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1. Beenenue

OTHOmIEHUS MEXIy TOCyJapCTBaMH HHUKOTJAa HE OBUIM NPOCTBIMHM, MM BCETJa
COITYTCTBOBAJIM PA3JIMYHbIC YKOHOMHUYECKHE U TOJMTHYECKUE IMPOOJIEMBbl B3aUMOOTHOIICHUH,
pacxoKJIeHUsI UHTEPECOB, B3aMMHOE HeJIOoMOoHMMaHue. MHorue npobieMbl B MEXTYHAPOIHBIX
OTHONIICHMSIX Yallle YJaBaJOCh U YIA€TCs PEIINTh HEIOPUIMYECKUMU METOJIaMH, Ha OCHOBE
MHCTPYMEHTOB  PEKOMEHJATEIbHOTO XapakTepa, 4YTO BCerza ooJerdaer JOCTHIKEHUE
KOMIIPOMHCCOB. JTOMY CYIIECTBYeT Macca mpumepoB. llpaBaa, Takod MOIXOA K PpEIICHUIO
HACYIIHBIX MPOOJEeM BO MEXIYHApOJHOM OOIIEHUHU BCErJa IMPUBOJIWI K POCTY AeKiIapaiui,
MOJIMTUYECKHUX 3asBJICHUH, COBMECTHBIX IUIAHOB M pabOYUX TOKYMEHTOB, a HE IOPUIAMYECKUX
cornamenuii. Kpome Toro, wucronp3oBaHME TaKMX MHCTPYMEHTOB ONpAaBIaHO, KOT/A
IOPUINYECKOI OCHOBBI SIBHO HEJOCTATOYHO ISl PErYJIMPOBAaHUS COBPEMEHHBIX OTHOIICHHIA.

Pa3BuTHe Hayku U BHEIpEHHE €€ IOCTHKCHHH B KU3Hb CO3/1a€T HOBBIE OTHOIICHUS,
MOTEHLMAIBHO Tpelyrolre crnenu(ruueckux MOAXOAO0B B yperynupoBaHuu. Bce 310 co3zmaer
ONarONpUATHYIO MOYBY JUISI IPUMEHEHHS CIENU(UIECKUX PETYIATOPOB, IMEHYEMBIX B TEOPHH,
KaK MSTKOE MpaBo (aHTII.: «soft lawy). Bmecrte ¢ Tem, KOHIIENIHMS MSATKOTO IpaBa sSBJSETCS OJIEM
JUIsE JUCKYCCUU B TEOPUM MEXIYHApOJHOTO W EBPONEHCKOro IpaBa, CBOEr0 poJa TOYKOM
CTOJIKHOBEHUS Pa3IMYHbIX MHEHHH U UJEH, 4TO CBUIETENLCTBYET O HE3aBEPIICHHOM XapaKTepe
BOCTIPHUSITHS JAHHOTO SIBJICHUS B HaYKe.

Cremyer OTMETUTB, UTO PETYIMPOBAHUE HA OCHOBE PEKOMEH/IATEILHBIX HOPM WIH HOPM
MSTKOT'O TpaBa XapakTepHO Ui cpepbl MeTUIUHBI. JIOCTaTOYHO BCIOMHUTH 3HAMEHUTHIE KIISTBY
I'mnnokpata mnu Kozgexc IlapceBans, KOTOpbIe M CErOHs 3aKJIAbIBAIOT ATHUECKUI (QyHIaMEHT
npodeccuu Bpada. B chepe OnomMeaumuHbl TakKe CYIMIECTBYIOT CBOM KOJEKCHI IMOBEICHUS,
pa3paboTaHHBIE pa3TMYHBIMU MEXTyHAPOIHBIMH MEKITPaBUTEIHCTBEHHBIMU "
HENpPaBUTEIbCTBEHHBIMU OpraHu3anusaMu. HanumoHanbHOE 3aKOHONATENBCTBO, KakK IPaBHIIO,
HaXOJIUThCSI B PyCJIE€ COOTBETCTBYIOLIUX CTAH/IapPTOB, XOTS U UMEET B 3TOM OTHOIIEHUH CEphe3HBIN
KapT-OiaHIL.

He craBs cBoeii 1menpio cPopMynmnpoBaTh COOCTBEHHYIO KOHIIEMIIUIO B pPaMKax
CYIIECTBYIOILETO IMOJIO’KEHHE BeIllel B TEOPUU MEXJIYHApPOIAHOTO IMpPaBa, B JAHHOW CTAaThe MbI
OpEINpUMEM TMONBITKY OCBETUTh OCHOBHBIE YEePTHI U (POPMBI MATKOTO IPaBa, PETyIUPYIOIIETO
OTHOLIEHHUs B chepe reHoma yenoseka [1, 25].

2. MexyHapoHO€E MTKOE MPaBO: TEOPETUUECKUI aCIIEKT

K msarkomy npaBy TpaAUIIMOHHO OTHOCST MpEANHUCaHus, He oOnagaromue oosi3aTeaIbHOM
IOPUJINYECKON CHIION, HO MCXOASAIIME OT IMyOJMYHO-BIACTHBIX MHCTHTYTOB M MI'PAIOLIHE POJIb
PETYIATOPOB OOIIECTBEHHBIX OTHOIIEHUH. B MeXTyHapOJHOM MpaBe KOHIEMIIHS MATKOTO MpaBa

MOJIyYnsia aKTUBHOE TEOPETUUYECKOe 0OOCHOBAaHUE BO BTOPOM MojoBHHE XX CTOJETHS B TPyAax
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3apyOeKHBIX U OTEUECTBEHHBIX IOPUCTOB. M3 Teopuu MexaAyHapOAHOIO IMpaBa dTa KOHIEHIIHS
pacipoctpanuiack Ha npaBo EBponetickoro Coro3za [2, 267].

[IpoGnema BoOCHpHSITHS TAaKOTO SBJICHHE, KAaK MSTKOE TIPaBO BO3HUKAET YKE C
ynotpeOJaeHreM caMoro TEPMHUHA, SIBJISIOIIETOCS BO MHOTOM YCIOBHBIM O0O3HAaUY€HHEM HEKOU
KaTeropuy WM KaTeropuil COLMAaJIbHBIX HOPM, KOTOpBIE BBIpa0aTHIBAIOTCS B Ipoliecce
MEXTOCYJapCTBEHHOTO OOIIEHMS, U TI0 CBOCH CYTH HE SIBJISIOTCS HOpPMaMHU IpaBa, CO3JaBast
ATBTEPHATHBY B COLIMATIHLHOM PETYJIMPOBAHUH COOTBETCTBYIONIUX MpOIeccoB. Takum oOpazom,
MSITKOE MPaBO MPHOOpETaeT cBoe OyKBaJbHOE HAUMEHOBAaHHE HE COIVIACHO CBOEU CYIIHOCTH U
cnenuduke, a Ha OCHOBE MPOTHBOIIOCTABIICHUS <GKECTKOMY» mpaBy. Kak oTMedaer yemickuii
npaBoBen K. 3emanek: «Msrkoe mpaBo HE BIUCBHIBACTCS B KJIACCUYECKOE MOHMMAHHUE HOPM
MeXAyHapoaHoro mpasa» [3, 843], uTo nenaeT cCHpaBeMIMBBIM BOIPOC O MPUHAIC)KHOCTH
JIAHHOTO SIBJICHUS K KaTeropusm Ipasa Boooie [4, 160].

Msirkoe mpaBo 0XBaThIBAET KOMIUIEKC BHIPAOOTAHHBIX MEXKIYHAPOAHOMN MPAKTUKON HOPM,
HEe 00J1a/IaloNINX B OTJIMYHME OT HOPM IpaBa 00s3aTeNbHON CHIION, HO UMEIOIIUX IOPUANYECKOE
3HaUECHHWE B KAueCTBE CYOCHAMAPHBIX PETYIATOPOB MEXKIYHAPOJHBIX oOTHomeHui. K
CYIIECTBEHHBIM YepTaM MSTKOTO IPaBa MOYXKHO OTHECTHU CJIETYIOIINE MOMEHTHI.

1. Msrkoe mpaBo XapakTepuszyeTcsi cOOCTBEHHOH creuuduueckoil gexcukor. Hopmbl
MSATKOTO TIpaBa (GOPMYIUPYIOTCS B PEKOMCHIATEIBHBIX TEPMUHAX, ITOJYCPKUBAIOIINE
Heo0s3aTeTBHBIA XapaKTep COTJIACOBAHHBIX ITOJOKCHHIM.

2. Msirkoe mpaBo MOXKET CIY>KUTh 0a3UCOM JJIsl UMITJIEMEHTAIUU B HAIIMOHAIBHOE MPaBO
MOJIeTIHbHBIX MPEANHCAHUN.

3. Msrkoe mpaBO MOXET 3aKJIaJbIBaTh IOPUIAMYSCKAC PAMKH OYAYIIUX IEPErOBOPOB
MEXTy CYOBEKTaMH MEXIYHAPOIHOTO MpaBa.

4. Msrkoe mpaBo co37aeT OKUIAHKE, UTO CYyOBEKTHI OYAYT MPUACPKUBATHCS FOPUINUIECKU
HEoO0s3aTeTbHBIX MPaBUIL.

5. Msrkoe mnpaBO MOXET HWIrpaTh BaXHYH poOJb B IMpormecce (OPMYyTUPOBAHUS,
COTJIACOBAHMS U BCTYIUICHHSI B CHITy HOPM JK€CTKOTO TIpaBa.

6. Ecu MsaTKO€ MpaBo cO3AaeTCs MEKTyHAPOTHON OpraHU3aIUel, OHO CBSI3bIBAECT OPTAHbI
ATOW OpraHHU3AIIHH.

7. MsTkoe mpaBo MOXKeT (DUKCHPOBATh BPEMEHHBIC U TTPEIBAPUTEIILHBIC JOTOBOPEHHOCTH
0e3 MPUBS3KH K 00s3aTSIILHON CHJIE.

8. Msirkoe mpaBo MOXET BBICTYIATh CPEACTBOM HHTEPIIPETAIIMH MTOJIOKEHUH HOPM TpaBa.

9. Msrkoe mpaBo BCErja HOCUT TMHUCAHHBIA XapakTep, Jaxe eclu B TMOCISACTBHH B

KayecTBe Opinio juris ero HOpMbl mpeoOpa3yercs B HOPMbI OOBIYHOTO MpaBa. MsArkoe mpaBo
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odopmIsieTcs B pa3iIMuHOro pojJa akThl — JeKIapaluu, MEMOPAaHIYMbl, COBMECTHBIE 3asBIICHUS,
JIOPO’KHBIE KapThl, pAMOYHBIE JOKYMEHTBHI.

ITo cBoeii CyTH, MATKOE MIPABO BBHITIOJIHSIET TPU OCHOBHBIE (DYHKIIHH.

Bo-nepBbIX, HOpMBI MSTKOTO IpaBa MOTYT BBINOJHATH (DYHKILHIO «IIpe-mpaBay, T.e.
bukcupoBaTh 3JIEMEHTHl HOPMOTBOPYECKOIO MIPOIECCa, COCTABISIOUIME Opinio juris WK
KOHCTAaTHUPOBaTh JIOCTHKEHHE KOHCEHCyca IO OyAylieMy MEXIyHapOoJHOMY JO0roBopy. Bo-
BTOPBIX, HOPMBI MSTKOI'O TIpaBa MOTYT BBINOJHATH (YHKUHUIO <«IIOCT-TIpaBa», T.C.
UHTEPIPETUPOBATH U JOMOJHATH HOPMBI <GKECTKOT0» MpaBa. HoOpMbI MATKOro mpaBa CrioCOOHBI
UrpaTh BAXKHYIO POJb HE TOJIBKO B BOCIOJHEHHHM NPOOENTOB pPEryJupoBaHUs, HO U B U
YPEryJIUpOBaHUU CIIOPOB MEXAY TOCyJapCcTBaMH. B-TpeTbHX, HOPMBI MSIKOrO IpaBa MOTYT
BBINOJIHATH (DYHKITHIO «I1apa-npaBay, T.€. GUKCUPOBATH COTJIACHE TOCYAAPCTB IO ONPEACTICHHOMY
BONpocy 0e3 MpUHSATHS 0053aTeIHCTB (3aKII0UYEHUE CBOETO POJia JPKEHTIIBMEHCKHX COTJIAIICHHI ).
B mpornecce co3gaHne HOPMBI MSTKOTO IpaBa BOJEH3BSIBICHHE CYOBEKTOB KAacaeTcs TOIBKO
COJIep’KaHusl HOPMbI, HO HE KacaeTcsl BOmpoca O ee 0043aTeIbHOCTH, YTO MO3BOJISIET U30€KaTh
IOPUAMYECKON OTBETCTBEHHOCTH 32 HE UCIIOJIHEHHE TaKOBOM.

HopwMms! msirkoro mpaBa He MOT'YT OBITh TOJTHOILIEHHBIMH PETYJISTOPaMHu, T.K. HE 001a1al0T
00s13aTeIbHOM CUJIONM HM TOJHOM, HM 4YacTU4YHOH. DTO B CBOIO OY€peIb CTABUT BOIPOC O
HEBO3MO>KHOCTH IPABONPUHYKIEHUSI B MATCKOM IpaBe U 3aMEHbl €ro ajlbTEePHATHBHBIMU
MeXaHU3MaMH J00pOBOJILHOTO MCIOJIHEHHMSI 1 COBMECTHOTO MOHHUTOPHHIA, ONMUPAIOIIMXCS Ha
MOJIUTUYECKYIO OTBETCTBEHHOCTh CyObEKTOB.

Msrkoe mpaBO MpENOCTaBIseT HaM  IOPUJIMYECKH CYOCHIMApHBIA  MEXaHU3M
perynupoBaHusi, UMEIOLINI cOOCTBEHHbIE OCOOCHHOCTH BBIPAXKEHHSI U KOHKPETHOE Ha3HAYCHHE.
B a0l cBSI3M, rocyaapcTBa 10JKHBI M30MPATEIbHO MOAXOAUTD K UCIIOIb30BAaHHUIO MATKOIO IpaBa
B OTHOIIEHUSX MEXJIy HHMMHU. Msrkoe mnpaBo, MO-HALIEMy MHEHHIO, HE JOJDKHO OBITh
aIbTEPHATUBOU ITPABOBOIO PETYJIMPOBAHUS HA IIPAKTHKE.

Hecmotpss Ha TO, 4TO HaOMIOAAIOTCS CYLIECTBEHHBIE OTJIMYUS B XapaKTEpPUCTHUKaX
«MSITKOTO TpaBa» U «TBEPIOTO IpaBa», U TO U APYroe MpelcTaBisieT coOOW pa3HOBUAHOCTh
COLMAIBHBIX HOPM U SIBJISIETCS PE3YJIbTATOM JIEATEIILHOCTU CYOBEKTOB MEXIYHAPOIHOIO MPaBa.
CoOTBETCTBEHHO, UMEHHO MEXIYHAPOJHOE MPaBO JTOJHKHO 3a/1aBaTh KPUTEpUU (POPMHUPOBAHUS
MEXIYHapOJAHOIO MSATKOTO IpaBa, Kak CyOCHIMApHOTO MEXaHHW3Ma PperyaupoBaHUs
MEXTyHapOJHBIX OTHOLICHHH.

3. MexayHapoiHOe MATKOE MPaBo B chepe reHoMa yesloBeKa Ha YHUBEPCAJIbHOM YPOBHE
pEryJINPOBAHUS

Ha mexayHapoqHOM ypoBHE peryiupoBaHHe B cepe reHoMa ueroBeKa CKIIAIbIBAeTCs

cnenuduyeckum odpazom. Bee akThl MEXIyHAPOIHOTO MATKOTO MpaBa HAMpSMYIO CBSI3aHBI U
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BBITEKAIOT M3 TIOJIOKEHU I MEXTyHAPOIHBIX KOHBEHITUH 0 TTpaBax 4enoBeka. [Ipu atom, BeeoOmas
JeKyiapanus npas yenoBeka 1948 r., MexyHapOIHBIN MaKT O TPAXKIAHCKUX U MOJIUTUYECKHUX
npasax 1966 r. u MexayHapoJHbIi TaKT 00 SKOHOMUYECKUX, COIIMATIBHBIX M KYJIbTYPHBIX ITpaBax
1966 r. BBICTYIIAOT OCHOBOM JIJIsI IPUHATHS HOPM B chepe OMOMETUITMHBI 1 TEHOMUKH Y€JIOBEKa.

Kak mpaBuiio, cienManbHble MOJOXKEHUS] OTHOCUTEIBHO HCCIEA0BaHUN U pa3paboTOK B
00JacTH 4eJI0BEYECKOr0 I'€éHOMa U MX MPAKTUYECKOTO HCIOJIb30BAHUS T'€HEPUPYIOTCS B aKTax
MexayHapoaHoro msarkoro npasa. Hecmorps na ycuius OOH u FOHECKO Ha yHuBepcanbHoM
YPOBHE BCE €Ille OTCYTCTBYET KaKOW-TH00 IOpUANYECKH 00sS3aTeabHbIA JOKYMEHT, ClielHuaibHO
MOCBSIIECHHBI OMOMETUIIMHE U TEHOMHBIM HCCIICJOBaHHMSIM, B TOM 4YHCI€ M B 00JacTH
MOCJIEICTBHM IEHCTBHS paAualii Ha yeraoBeka. CTaHAapThl aKKyMYJIHPYIOTCs THO0 yepes3 oomiue
IPUHLIMIIBI 3AIIUTHI IPaB YEJI0BEKA, TMOO OTPAKAtOTCsI B PEKOMEHAATEIbHBIX HOPMaX.

B »T0#i cBSI3M HEOOXOJMMO OTMETUTH KIIFOUEBYIO POJIb MEXKIYHAPOIHOTO MSTKOTO IIpaBa B
COBPEMEHHOM perynupoBaHuu cdepbl yenoBeueckoro reHoma. Tonbko mox srupoii KOHECKO
ObUIM TIPUHSATHI TaKWe OKYMEHTHI, Kak BceoOmias mekmapanusi 0 reHoMe 4eJoBeKa M IMpaBax
yenoBeka 1997, MexayHapoaHasi Aekjapamuss o reHoMHoW uHdpopmamuu uenoBeka 2003 1,
Bceobmas nexnapanus o 6nostuke u npaax yenopeka 2005 r. KDOHECKO Ha ocHOBe 3THX HOpM
npoaBuraer GyHJaMeHTaNIbHBINA MPAaBO3AIIUTHBIA MOAX0. Jpyras MexayHapoaHasi CTPYKTYpa,
koHKypupymomas ¢ FOHECKO, BO3 opuenTupyercst B CBOUX peKOMEHAAIMAX Ha IPAKTUYECKYIO
U TEXHUYECKYIO CTOPOHY F€HOMHBIX UCCIIEJOBaHUM.

Ocoboe 3HaueHHE B ONpPEeICHUH ITUUECKUX PUHIIMIIOB U IPOLEAYp B chepe FTeHOMHBIX
UCCIICIOBAaHUM WMeeT, mpuHsTas BcemupHoW menuuuHckol accommanuerr (BMA) B 1964 r.
XenbCUHCKas JeKyapanus « ITHYeCKUe MPUHIUIBI MPOBEACHUSI MEIUIIMHCKUX HCCIIETOBaHUM ¢
ydyacTUEM YeJloBeKa B KauecTBe cyObekTa». HecmoTpss Ha cBoe MOCTOSHHOE OOHOBIIEHHE
(mocnennuit paz B 2013 1.), 3TOT MAOKYMEHT MPHHAT JABHO, MPHHAT MEXIYHApOIHON
HENPAaBUTEIbCTBEHHONW OpraHU3alMell U HalpaBieH Ha CaMbli IMIMPOKUIN CHEKTP MEIULIUHCKHUX
uccienoanuil. [Ipu ToM, 3TO €IMHCTBEHHBIN YHUBEPCAIBHBIN JOKYMEHT, KOTOPBIN 3aTParuBaeT
MpOLEAYPHbIE aCHEKThl peanu3aliy ATHUYECKON CTOPOHBI 3KCHEPUMEHTOB B chepe TeHOMHUKHU
yejoBeka [5,5].

3. Msrkoe nmpaBo Ha €BpPOIEHCKOM YPOBHE

[Tomumo noxymenToB CoBera EBpormbl, Ha €BpONENCKOM YpPOBHE K PEryJIUPOBAHUIO
OTHOLICHUH B cdepe 4eT0BeueCKOro reHomMa akTuBHO nojikitouaetcst EBponetickuii Cotro3 [6,34].
10 anpens 2018 r. 13 crpan EC noanucanu aekiaapanuio o IpeloCTaBIEHUN TPAaHCTPAaHUYHOTO
JIOCTyTIA K CBOeH reHoMHON nHpopmanuu «Ha myTu K 1ocTyiy no KpaifHelt Mepe K 1 MIIIITHOHY

cekBeHUpoBaHHbIX TeHOMOB B EC k 2022 rogy».

@M’,ZIO?} https://www.rosnou.ru/ 504



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

[ToanucaBuve aexaapanyio o0 cCoOTpyaHndecTse «Ha myTu K 1ocTyny o KpailHel mepe K
1 Mmunnony cekBeHupoBaHHbIX TeHOMOB B EC k 2022 roay» co31at0T MEXaHU3M COTPYIHUYECTBA
C TOTEHIMAJIOM JUIs yJIydIIeHHs NpoQHIAKTHKK 3a0ojeBaHud, oOecrmeyeHus Ooiee
MEPCOHAIU3UPOBAHHOTO JIEYEHUs] W OOecleyeHus [JOCTaTOYHOro Macimrada s HOBBIX
KIIMHUYECKHUX UCClIeoBaHU. 3 (EeKTUBHOE HCCIIeAOBaHNUE.

B cootBerctBum ¢ Jlexnapanueit ctpansl EC k 2022 rogy XOTST JOCTUTHYTH CJIEIYIOLIUX
Leseiu:

1. IIpoBectu 0030p cTpaTeruu €AMHOrO HUGPOBOTO PHIHKA B TOM YHCIIE €€ MPUOPUTETHI B
o0JyacTu 37paBOOXpaHEHUsI, KOTOPbIE TOBOPAT O HaMmepeHHH EBpomneiickoil KOMUCCHH MPUHATH
MO3UIMI0, KOTOpasi 3aKJII0YaeTCsl B MOJAECPKKE CUCTEMBI JAaHHBIX O T€HOME JJIs MPOJBHKEHUS
UCCIICIOBaHMA, a TaKKe MPOPHUIAKTHKY 3a00JI€BaHUN ¥ WHAWBUYAIBHOTO 3/IPABOOXPAHEHHS U
yX0/1a B 00J1aCTsIX, BKIIIOYAIOLINE peAKUe U MHPEKIIMOHHbIE 3a00IeBaHMS;

2.B 2017 rony EBponeiickuii CoBeT mpuiiien K BBIBOAY, YTO «4TOOBI paboTaTh 0e3 yiiepba
JUTS. HAaIIMOHAJIBHOTO 3aKOHOJIATENLCTBA M MPABOBBIX OCHOBAHMU i 00paOOTKHA MEIMIIMHCKUX
JTAHHBIX HEOOXOAMMBI TMOKHE CHCTEMBl U MHCTPYMEHTBI, MMO3BOJISIOUINE TPAXKTaHAM IOJTy4aTh
JOCTYT K CBOUM COOCTBEHHBIM JJAHHBIM, a TAK)KE YIIPABJIATH UX COTJlaceM Ha 00paboTKy u 0OMeH
MEAUIIMHCKUMH JAHHBIMU 11 BTOPUYHOTO UCIONB30BaHUsA». COBET MPEIIOKII IrOCydapCTBaM-
wieHaM U EBpomneiickoil komuccuu paboTath BMECTE /IS YAyUIIeHUs JocTyna K 0osiee KpyIHbIM
eBporeickuM 0azaM JTaHHBIX U MEIUIMHCKUX MCCIEA0BaHUN U MHHOBAIMI, oOecrieunBas npu
ATOM BBICOKHH YPOBEHbB 3aIUTHI TaHHBIX;

3. EBpometickuii CoBeT MpU3bIBAET rOCyAapCTBa-4JIeHbl M3y4UTh 00JACTH, B KOTOPBIX
JOOPOBOJIBHOE TPAHCTPAHUYHOE COTIOCTABIICHUE JAHHBIX M pa3paboTKa OOIIUX MPUHITUIIOB cOopa
JAHHBIX, KOTOPBIE CMOT'YT 00€CTIEUUTh LIEHHOCTh HE Hapylllas KOMIETEHIINIO TOCY1apCTB-UJIEHOB;

4. TIpoBomst Oecenbl ¢ TOCyJapCcTBAMHU-WICHAMH UM WHBIMH 3aUHTEPECOBAHHBIMH
CTOPOHAMH, JOCTUYb COAEHUCTBHS B MOITAITHOM MOAXO0JE K OOLIECTBEHHOMY 3/IpaBOOXPaHEHHUIO
Kak Ha ypoBHe EC, Tak 1 Ha HallMOHAILHOM YPOBHE;

5. Pa3paborate M peanu3zoBaTh CUCTEMY, HaNpaBICHHYIO Ha CO3JaHUE YCIOBHH JUIsS
HCIIOJIb30BAHUS YCIIYT 3JIEKTPOHHOTO 3/IpaBOOXPaHEHUSI.

[losiBneHre »IEKTPOHHOIO 3/IPAaBOOXPAHEHHUS, B YACTHOCTU, B T€HOMHOM MEAMIMHE,
0e3yCII0BHO, CMOXET PELIMTh HEKOTOphIE MPOOJIEMbI, KOTOPbIE BOZHUKIIA MPH MPEIOCTABICHUN
MEAMIMHCKUX YCIYT TpaxkJaHaM. DJTO KacaeTcsi M KauyecTBa, OKa3blBaeMOW YCIYyTH, U, Kak
CJIEZICTBHE 3TOT0, 3P(PEKTUBHOCTH JICUCHUS.

HNannas Jlexmaparusi HampaBieHa, Npexae Bcero, Ha To, 4toObl EC ocraBaics
KOHKYPEHTOCIIOCOOHBIM Ha pBIHKE TpyJa. B HacTosiee BpeMs MPOXOJUT MHUpPOBas TOHKa IO

IMPOABUKEHUIO HHHHBHﬂyaHBHOﬁ MCIUIHHBI, PE3YJILTATOM KOTOpOfI SABIACTCSA I10JIb30BAHUC
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rpakJaHaMd WHHOBAIMSIMH B o00JlacTU 37paBooxpaHeHus. [l BHEOpEeHHE AIEKTPOHHOTO
3/IpaBOOXPAHEHHSI U MOJKIIOYCHUSI K BCEMUPHOM MEAMIIMHCKON MOMOIIN TPeOyeTcs MPeoaoseTh
MHOTO 0appepoB M TPEMATCTBUH, OCHOBOM KOTOPBIX TPEACTABIIET COOOW OTCYTCTBUE
coBMecTHBIX ycunnii B EC.

Jlnia npeooneHust HeAOMOHUMaHUs Mexxay cTpanamu EC, Heo6xoaumo paboTaTth BMECTe
Juist o0ecriedeHHs TPaHCIPAaHUYHOIO JOCTYIa, OCHOBAHHOI'O Ha JAHHBIX 3][PaBOOXPAHEHUS U
pelieHuss Mo yxoAy 3a uHTepecamu TrpaxiaaH EC. B pamkax 3Toil nenu, nojmnucasiine
Hexnapanuio, cTOpoHbl OyayT paboTaTb HaJ CO3JaHUEM HCCIEI0BATEIbCKOM KOTOPTHI
YHCIIEHHOCTBIO HE MEHEE | MUJUTMOHA CEKBEHUPOBAHHBIX T€HOMOB, 1OCTYNHBIX B EC k 2022 rony.
CotpynHuuecTBO OyeT CTPEMUTHCS K:

A) ompeneneHu0 KOOPAMHAIIMOHHOTO MEXaHHW3Ma HAIMOHAIBHBIX, PETHOHAIBHBIX U
MECTHBIX OPIraHOB TOCYJapCTBEHHOW BIACTH, KOTOpBIE CBSDKYT TEKyIIME Leld B 001acTh
T€HOMHOI METUIIMHBI U CTAaHYT PYKOBOAMTD JEATEIBHOCTHIO, BHITEKAIOIIEH U3 3TOM eKIapalnu;

b) obecnieduenne pacrpenesieHHOro, aBTOPU30BAHHOTO M 0E€30IMMaCHOTO JOCTyla K
HAI[MOHAJILHBIM U PETHOHAIHBIM OaHKaM TeHETUYCCKHUX U JPYTHUX JaHHBIX JUIS PA3BUTHS HAYKH
Y MHHOBAIUH, MIPUHUMAS TIPH 3TOM COOTBETCTBYIOIIME MEPHI O 3alIUTe KOH(MUICHIIMATEHOCTH
OTJICIbHBIX TOHOPOB;

B) ompenenenue Monaenw yHpaBIeHHS COTPYIHHYECTBOM, OCOOCHHO B OTHOIICHUH
YCJIOBHM /I TOCTYTa K TEHOMHBIM JIaHHBIM 110 BCEMY MHPY, a TaK)K€ UCIIOIb30BaHUE JAHHBIX U
JIPYTHUX aCTMEeKTOB, MPU3HAHHBIX HEOOXOAMMBIMU TIOITUCABIINE CTOPOHBIL;

I') mogmepkka B pa3paboOTKe TEXHUYECKHUX YCIOBMM s O€30MacHOro JIocTyna u
TpaHCTPAaHUYHOTO OOMEHAa T'€HOMHBIMM HabopaMH M COJAEWCTBUE B COBMECTUMOCTH C
COOTBETCTBYIOIIMMH PEECTPAMU U IPYTUMHU Oa3aMU JTAHHBIX JIJIS1 TOJIEPIKKH UCCIIEOBaHUS;

J1) paspaboTtka Oe3omacHON UHGPACTPYKTYpHl g OOECTeYeHHs] TPaHCTPAHUYHOTO
JIOCTYTIa;

E) pa3paboTka CKOOPAMHUPOBAHHOW CTPYKTYpbl IS YIOpaBJiCHUS JaHHBIMH,
HEOOXOAMMOM [T  COJEHCTBOBATH IIMPOKOMACIITAOHON TIepepadOTKe MEAUIMHCKUX |
CBS3aHHBIX C HMMH MaTepHalioB B MaciiTabax Bceil EBpombl, B 4aCTHOCTH, YTOOBI ITOOUTHCS
VIY4IIEHUS 300pOBbsl TpaXkJaH, a Takke i JalbHEHIIero YCTOMYMBOrO pa3BUTHUSA
3IPAaBOOXPAHUTEIBHBIX CHCTEM, a TakkKe I CTUMYJUPOBAHUS KPYITHOMACIITAOHBIX
OMOMETUIIMHCKUX ¥ KIMHUYECKUX MCCIICIOBAHUIA;

) ocymiecTBUTh COJIEHCTBHE IO HCIHOJIB30BAHUIO OTKPBITHIX CTAHIAPTOB M CHCTEM
yIpaBIeHUS] JaHHBIMHU JJIs1 00€CTIeUeHUsI COBMECTHMOCTH T€HOMHBIX M JPYTHX MEIUIIMHCKHIX
JaHHBIX C LEJbI0 aKTUBU3MPOBATh HCCIENOBAaHUS B OOJACTH NEPCOHAIBHON MEIWLUHBI U

TeHETUYECKHX 3a00JIeBaHMIi;
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W) yxpemnseHne cCOTpyAHUYECTBA 110 BHEPEHUIO OOIINX JaHHbIX;

K) perynupoBanue 3amuThl, Hampumep, B OTHOIICHUHM JajbHEWIIed o0paboTKu
NEPCOHAIBHBIX JaHHBIX, KacaloluXcs 310poBbs rpaxaad EC.

C unenbro obecrieyuTh 0€30MIaCHOCTh B OTHOLIEHMHM MEXIOCYIAapCTBEHHOI'O JOCTYIA K
F€HOMHBIM M JpPYTMM JaHHbIM B 00JacTU 3/paBOOXPAHEHHUS HEOOXOIUMO IOAJIEP’KUBATh
MHHOBAIMH ¥ COBEPILIEHCTBOBATH YK€ YCTOSBIINECS 3aKOHOIATeNbCTBO. Korma OyneT JoCTUrHYyT
0€30MacHbIil TPAHCIPAHWYHBIA JOCTYI K TE€HOMHBIM M JpPYrUM JIaHHBIM B 00JIacTH
3paBOOXPaHEHUs, OyleT OTKPBIT MyTh JUISl UCCIEJOBAHUN B KIMHUYECKHUX YCIIOBHSIX, YTOOBI
YCOBEpLIEHCTBOBATH JieueHue nanueHToB. He cekper uto, BHeApeHHe 0e30IacHOro AOCTyHa K
JJAHHBIM T'€HOMOB, KOTOpBIE CBSI3aHbl C JAHHBIMH O COCTOSIHUM 3JI0POBbS HMMEET OIPOMHOE
3Hau€HUe Ui NPOJBMKEHUS TIE€HETHYECKHUX aCCOLHMALUi, KOTOpblE KOHTPOJIUPYIOT O0JIe3HU
pa3HOil CioKHOCTH. Pazymeercs, BHEApEHUE JAHHOIO JOCTyNa JOJDKHO IPOXOAUTH 3aKOHHBIM
nyteMm. Iy 3T0ro, B KauecTBe MepBoro 1iara, 1 Oblia MoANucaHa paccMaTpuBaemas Jlexiapanus
MEXIy roCyJapCTBaMU-YICHAMM.

5. 3akitoueHue

CamoperynupoBaHue B cepe TeHOMHBIX UCCIIEI0BaHUN U BHEJIPEHUS UX PE3yJIbTaTOB Ha
IPAaKTUKE IPOTEKAET Ha OCHOBE (DOPMYIHUPOBAHMSI HOPM MSTKOTO NpaBa. Takue HOpMbl IPUHATHI
Y Pa3BUBAIOTCS KAaK HA YHUBEPCAJIbHOM, TaK U Ha PETMOHAJIBLHOM YPOBHE B OTHOILIEHUSAX MEXIY
rocyapcTBaMi WJIM MHBIMH CyObEKTaMH, B TOM YHCJIE, Ha OCHOBE JEATEIbHOCTU
MEXIIPaBUTEIbCTBEHHBIX, HHTETPALUOHHBIX Y HEIIPABUTEIILCTBEHHBIX OpPraHU3aluiil.

HauOonpiiee 3HaueHue, B 3TOM CBSI3U, UMEIOT JTOKYMEHTBI, IPUHUMAEMble MO 3TUA0H
FOHECKO. IIpu stom FOHECKO u BO3 npensit «HuIly» peryivpoBaHUsl B paccMaTpuUBaeMOMn
chepe Ha yHuBepcaabHOM ypoBHE. B EBporne, momuMo u3BecTHbIX cranaapToB Coseta EBporbl,
C KOHIIA 3TOT'0 JIECATHIETUSI aKTUBHO Pa3BUBACTCs CaMOperyiInpoBaHue Ha ypoBHe EC.

B nienom, Mepsl, IpuHUMaeMbIE Ha MEKTYHAPOJHOM YHUBEPCAIbHOM YPOBHE B HACTOSAIIEE
BpeMs, KaK IPaBUJIO, HE 3aTPAaruBarOT FEHOMHBIN CyBepeHUTET rocynapcrts. Hanporus, B EBpore,
B pycine KonBeHnnn OBbeno M NMpakTHUKKA EBpONENCKOro cyja mo mpaBaM 4YellOBEKa, a TakkKe
IPAaKTUKU 1Mo nareHTHeIM cniopam Cyna EC, ocyliecTBisieTcsi ciopagudeckoe peryjaupoBaHue
TeHOMHBIX HCCIIeIOBaHNH 1 00pallieHusi T’eHOMHOM MH(OpMaIiK, HalpaBJIeHHOE Ha OTpaHHYEHHE
T€HOMHOI'0 CYBEPEHHTETA IOCYIapCTB-wiIeHOB. HOBBIE IIarm B 3TOM HANpaBJIEHWH, BEPOSITHO,
OynyT caenansl B pazButue npunsTon Jlexmapanuu EC mo co3maHuio eBpONEerCcKoil TeHOMHON
KOJUICLIUH.
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JNlyoos Anexceii Bopucopuu!'®

000 «Hexkmen»

Poccusi, MockBa

4.2. O030p 3apy0e:KHOr0 3aKOHOAATEIbCTBA B 00JIACTH T€eHOMHBIX HCCJIeI0BAHUI HA

npumepe llIBeiinapun u Beaukodpuranumu

AHHoTanms. B pabote npoBogutcs 0030p 3apyOexKHOr0 3aKOHOAATEIbCTBA B 001aCTH
TeHOMHBIX HccienoBanuid Ha npumepe llIBeiinmapun m BenukoOpuTaHuM C MO3UIHMU TpeEX,
BBIJICJIEHHBIX, YPOBHEH perylnupoBanus, 61aroaapst KOTOpbIM (GyHJaMEHTaJIbHbIE IpaBa 4eJI0BEKa
HE KOHQUIMKTYIOT C TEKYILUM 3aKOHOJATEJbCTBOM B YCJIOBHUSX AMHAMUYECKU HM3MEHSIOIINUXCS
TEXHOJIOTMYecKUX IpoueccoB. Hacrosmas padboTta noarorosieHa B pamkax npoekra POONe 18-
29-14074 mxk.

KiroueBble ci10Ba: reHOMHBIE HCCIIEOBaHUS, T€HOMHAas MH(pOpMalUs, FeHeTUHYeCKUe
TECThl, KPUMHMHAJIUCTHKA, YPOBHU PpEryaupoBaHus, 3akoHonarensctBo lIIBeinapuu,

3aKOHOJIATENBCTBO BenmkoOpuTanuu.
A.B. Dubov

Foreign legislation review in the field of genomic research on the example of Switzerland

and the UK.

Annotation. The paper is devoted to the review of foreign genomic research legislation on
the example of Switzerland and the United Kingdom from the perspective of three distinguished
levels of regulation, thanks to which, fundamental human rights do not goes into a conflict with
current legislation in the context of dynamically changing technological processes. This paper was
prepared within the framework of the RFBR project No. 18-29-14074 mk.

Keywords: genomic research, genomic information, genetic tests, forensics, regulatory

levels, Swiss legislation, UK legislation.

BBonnbIe JaHHBIE

AHanu3 nHPOPMAIMOHHOTO TIOJISA MOKa3ajl, YTO HAYyYHBIE WHTEPECHI U TEXHOJIOTHUECKHUE
JTOCTHIKEHUS B HACTOSIIIIee BpeMs OOJIbIIEe CBSA3aHBI C KOMIIOHEHTaMHU, (DYHKIUSAMU, Pa3BUTHEM U
BO3MOXHOCTSIMU PEIaKTUPOBAHHUS T€HOMOB >KUBBIX OPraHU3MOB, B TO BpPEMS KaK MMEIOLLIEECS
3aKOHOJIaTEILCTBO, OOJIBIIIE CBSI3aHO ¢ HEMOCPEACTBEHHO T€HaMU M HACJIEACTBEHHOCTHIO JKHBBIX

opranu3mMoB. BBuay sToro Obuto OBl Ba)XXHO TMOHATH, KaK MOTPEeOWMTENTH, TEKyIlas Hayka M
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TEXHOJIOTUM B OOJIACTM TE€HOMHBIX MCCJIEOBAaHMH COOTBETCTBYIOT OyKBE U  CMBICITY
CYILECTBYIOIUX 3aKOHOB. lccienoBaHust B 00JIaCTU T€HOMA 4EJIOBEKA HEOTPBIBHO CBSA3AHBI C
TpeMs IPAaBOBBIMH MAPaJUTMaMH: MOTPEOUTENECKOM, METUITMHCKON 1 KPUMUHAIMCTHYECKOM [3].
Ha ¢one mmpokoro mpumeHeHuss U OypHOrO pa3BUTHS HUCCIEIOBaHUN CTPYKTYpbl I'€HOMa
YeJI0BEeKa Ha TOTPEOUTENIbCKOM PhIHKE, TOTPEOUTENBCKYIO TapaurMy IpaBOBOIO PETyIMPOBAHUS
11eJ1ecO00pa3HO pacCMOTPETh B OTAEIBHOM padoTe.

Uro0b!l cO3AaTh CTPOHHYIO CUCTEMY IPABOBOIO PEryJIMPOBAaHUS OTHOLIEHUH, B KOTOPOM
Obl  0e300JIE3HEHHO COCYIIECTBOBAIM (DyHIaMEHTaJIbHbIE IIpaBa 4YeJOBEKa U TeKyllee
3aKOHOJATeIbCTBO, HEOOXOAMMO IOCTApPaThCs BBIACIUTh YPOBHHU IPABOBOIO PEryJIMPOBaHUS
UCCIICIOBaHMIA, CBA3aHHBIX C TCHOMOM 4esioBeka. C Hallel TOUKH 3pEHUs STH YPOBHU MOTYT OBITh
HOJpa3/IeNICHbl Ha!

1. JIN4HOCTHBIN ypOBEHb WJIM YPOBEHb MHIMBHJIA, B KOTOPOM PEryJIMpOBaHHE UCXOAUT U3
HEPBOCTENIEHHOCTH YE€JIOBEYECKOro CYIIECTBA, €ro MpaB, Kak HOCUTENsI TEHOMHOW MH(OpMaIHH,
KOTOPBIE TOJDKHBI 00€CTICUNBATHCS U OXPAHSATHCS 3aKOHOM.

2. TexHonoru4yeckuii ypoBeHb WM YPOBEHb, B KOTOPOM OOBEKTOM PETYINPOBAHUS CIIYKAT
OTHOILIEHHUSI, CBSI3aHHBIE C BEIOOPOM METO0B UCCIIEI0BaHUS U MCII0JIb30BaHMsI F€HOMA YeslOBeKa.

3 HHdopManuoHHBIH YpOBEHb WJIH YPOBEHb, B KOTOPOM OOBEKTOM pEryJIupOBaHMS
SIBIISTIOTCSI OTHOIIICHHS TI0 000pOTY TEHOMHOM MH(POPMALIUHU YEeTIOBEKA, IPH 3TOM OH HEOTHEMIIEMO
CBSI3aH C NEPBBIMU JABYMS.

IIpu QopMHUpOBaHMM NPUHIMIIOB W HOPM MPABOBOIO pPEryJupoBaHUs B 00IacTH
UCCIICIOBaHUN F€HOMa CUMTAeM I1eJIeCOO0Pa3HbIM B TOM UHCIIe OOPAaTUTHCA K ONBITY BEAYIIUX
MUPOBBIX NpakTuK. [Ipoananuzuposas psia ropucaukinu crpad EBponsl [18][19][23], cranoBuTCs
OUYEBUJHBIM (DAaKT Pa3IMYHON TIIYOMHBI PEryJUpOBaHUsS, UMEIOIIET0 OTHOUIEHHE K T€HOMHBIM
UCCIIEIOBAaHUSIM. Y HEKOTOPBIX FOPUCAUKIIUHN €CTh TOJIBKO (pparMeHTHpOBaHHAs! 3aKOHOAaTeNbHas
0a3a, Kacarolascs UCCIeI0BaHUM, CBA3aHHBIX C TEHOMOM YEJIOBEKa, B TO BpeMsl KakK B JAPYIHX
uMmeeTcst 0ojiee BCECTOPOHHE OXBaThIBarolass HopmaTuBHas 0aza. Cpeau HauOosiee pa3BUTHIX
CTpaH C TOYKHM 3pEHHs] OXBaTa BOIPOCOB I'€HOMHBIX HccienoBaHui BeiaenstoTes llIBeitnapus u
BenukoOpurtanus. OTH IOPUCAUKINN NPUHSUIA CIEUUANbHBIE 3aKOHBI (AaKTbI), B KOTOPHIX, B
paMKax peryJaupoBaHUs UCCIEN0BAaHUI U UCIIOJIb30BAHUS T€HOMA, MPOCIIEKHUBAETCS JOCTATOYHO
TeCHasl B3aMMOCBSI3b MPHUHIIUIIOB HE TUCKPUMHHALUK JIMYHOCTH B OTHOILIEHUSX, CBA3AHHBIX C
BbIOOPOM METOJOB MCCIIEIOBAHMS U MCIOJIb30BAaHUS T€HOMA B PA3JIMYHBIX OTPACIAX, @ TAKXKE B
000poTe reHOMHOW MH(POPMALIUH.

YpOBHU peryanupOBaHNs TeHOMHBIX UCCISIOBAHUN
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1. JIN4HOCTHBIN YPOBEHDb WM YPOBEHb MHANUBH/IA, B KOTOPOM PETYIUPOBAHUE UCXOIUT U3
NEPBOCTEIICHHOCTH YEJIOBEYECKOTO CYIIECTBA, €0 MpaB, KaK HOCUTENSI TeHOMHOM HH(pOpMaIu,
KOTOPBIE JOJDKHBI 00€CTIeUNBATHCS U OXPAHATHCS 3aKOHOM.

B IlIBeiinapuu yxe Ha KOHCTHUTYLIMOHHOM YpPOBHE IpeaycMaTpUBaeTCs 3amnper Ha
KJIIOHUPOBaHHE U BMELIATENIbCTBO B AIMOpPHOHATBHBIE KJIETKH, YTO O3HAa4yaeT, 4YTO JHOObIe
CYIIECTBEHHBIC HM3MEHEHHUS B IIBEHIIAPCKOM 3aKOHOJATENILCTBE IMOTPEOYIOT H3MEHEHHH B
koHcTUTYUH. Cratbda 119 ®enepanphoit koncTuTyuu Llseitnapuun (1999 rox) npenocrasuser
JIOJSM TPaBO Ha 3alIUTY OT HENPAaBUIBHOIO HCIOJIb30BAHUSA TEXHOJOTHH peJaKTUPOBaHUS
reHoMa M penpoyKTuBHOU MenunuHbl [9]. Tpu denepanbHbIX akTa 00€CIEUNBAIOT JACTAIBHYIO
OCHOBY JUISl TPOBE/ICHUS TEHETUYECKOTO TECTUPOBAHUS U MCCIIEIOBAaHUN Ha SMOPUOHAX U JIIOJISX:
®denepanbHbIN aKT O TEHETUYECKOM TecTupoBanuu uenoBeka (2004 ron) [11], @enepanbHblil akT
00 HCCIeoBaHUSAX C ydacTHEeM SMOpPHUOHANBHBIX CTBOJOBBIX KieTok (2003 roxm) [10], u
@OenepanbHbIil akT 00 HccienoBaHusax ¢ yyactuem uenoseka (2011 rom)[12]. Ipu coznanuu
3aKOHOJATENbHOM 0a3bl 00 HMCIOJB30BAaHUU PENPOAYKTUBHOTO M TE€HETHMUYECKOI0 Marepuaja
YyeJloBeKa TOCYJIapCTBO JEJAaeT OCHOBHOM yHop Ha OO€ecledeHHME 3allUuThl 4YEJIOBEYECKOIO
JIOCTOMHCTBA, HEMPUKOCHOBEHHOCTH YAaCTHOW XH3HU U cembu. B denepanbHOM akTe O
TeHEeTUYECKOM TecTUpOoBaHUHU 4enoBeka (2004 ro) ycTaHOBIEHBI YETKHE YCIOBUS, IPU KOTOPBIX
FEHETUYECKOE TECTUPOBaHUE(HUCCIIEI0BAaHUE) YETIOBEKAa MOXKET ObITh IpOBeAeHO. B vacTtHOCTH,
cTaThsi 4 3aKOHAa pErJIaMEHTUPYeT OCHOBHOM TMPHUHIMI HPOBEACHUS TECTUPOBAHUS
(uccnemoBaHusi), COTJaCHO KOTOPOMY HHMKTO HE MOXET MOJABEpPrarbcs TUCKPUMHUHAIIMM IO
MPHU3HAKY CBOMX T€HETUYECKHX XapaKTepUCTUK. Bee hopmbl Bocripon3BeieHNs H BMEIIATeNbCTBA
B F€HETUYECKUN MaTepuall Kak Ha YpOBHE IOJIOBBIX KJIETOK, TaK U Ha YMOPHOHAJILHOM YpOBHE
ABJIIIOTCS HE 3aKOHHBIM, B TOM YHCJIE 3allPEIIaeTCcsl COEAUHATH (B JIOOOM BUJE) F€HETUUECKUN
WM KJIETOYHBIM Marepuan, He OTHOCALIMUCA K YEJIIOBEKY, C MaTepUaioM IOJIOBBIX KJIIETOK
4eJoBeKa. OMOPHOHAIBHOE JOHOPCTBO SBJISIETCS HE 3aKOHHBIM, a 3KCTPaKOpPHOpalbHOE
omtogotrBopenue (IKO) MOKHO UCTIONIB30BaTh TOJIBKO B CITy4dae, €CIId €CTh MpodieMa OeCcTioaus
WM PUCK NIEpejaun CEpbe3HOro 3a00IeBaHMUs.

I'enomHbIe uccnenoBaHus B BenukoOpuTaHWW TOMAIArOT IMOJ PETYIUPOBAHHE IBYX
OCHOBHBIX aKTOB, TAKHX KaK AKT O Y€JIOBEYECKOM OILIOIOTBOpeHUH U ambOpuonoruu (1990 roxn)
[16] u AxT o udemoBedeckux TkaHsXx (2004 rom) [17], KOTOphle HANPSIMYIO HE 3ampeniaroT
pa3paboTKu B 00JlacTH TeHOMa dYeloBeKa W AMOpuosoruud. OgHako AKT O YeIOBEYECKOM
OIJI00TBOpeHNH U 3MOpuonoruu (1990) pernmameHTHpYeT HalIWYHE CIHENHUaTbHOTO OpraHa
BJIACTH, KOTOPBINA BBIAACT JHUIICH3UH YUYCHBIM Ha MPOBeICHHUE dIMOPHOHATBHBIX M T€HETHUECKUX
HCCIJIEIOBaHMM, BBICTYNasi B Ka4yeCTBE OCHOBHOTO Perymnsitopa, onpeensomero, 4To sSBIsSETCs

HCCICAOBAaHUEM, a 4YTO- HET. OTHM PETYIIATOPOM SBJIACTCA TaK HA3bIBACMOC anaBneHHe 10
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OTUIOJJOTBOPEHUIO U AMOPUOJIOTHU dYeJoBeKa. TakuMm 00pa3oM AKT 00 OIUIOJIOTBOPEHHUH U
SMOPHUOJIOTUN YEJIOBEKa 3allpelnaeT J0bIe MCCIEA0BaHUs B 00JACTH SMOPHOJIOTUN W T€HOMaA
YeJI0BEKA, 33 UCKIOYEHUEM CI1y4yaeB, Korja Peryisarop BeIIaeT Ha 3TO ClIEHUAIbHYIO JUIEH3UIO.
To ecth 0e3 pa3peleHUs] HE MOKET ObITh HUKAKUX T€HETUYECKUX M3MEHEHUN TOJIOBBIX KJIETOK
YyeJloBeKa, U HUKTO HE JOJDKEH HCIOJB30BaTh MOJIU(MUIMPOBAHHBIE TaKMM 00pa3oM MOJIOBBIE
KJIETKHU JJI OKa3aHUs yCIIyT 10 OIIOJ0TBOPEHUIO.

2. TexHOIOTNYECKUN YPOBEHDb HIIH YPOBEHB, B KOTOPOM OOBEKTOM PETYIIMPOBAHUS CITYKAT
OTHOIICHHUSI, CBA3aHHbBIE C BHIOOPOM METOJIOB HCCIIEAOBAHUS U UCTIOJIb30BaHUS T€HOMA.

B IlIsetinapuu B denepanbHOM aKTe 0 TCHETUUECKOM TECTUpOBaHUH ueoBeka (2004 rox)
pErIaMeHTUPOBAHO, YTO T'€HETUYECKHE TECThI (MCCIIEOBaHMsI) MOTYT IPOBOJUTHCS Ha JIIOISX,
TOJIbKO €CIM OHU CIyXaT MEIULMHCKMM LensiM. Bce reHernueckue TeCTUPOBaHUS
(uccnenoBaHusl) JOMKHBI IPOBOAUTHCS TOJIBKO € COTIACHsl OOBEKTa UCCIeI0BAHUS. 3alpeniaeTcs
MIPOBOAMTH MPEHATAIbHbBIE TEHETUYECKUE TECTHI C LENbI0 OMPEIEICHUS XapaKTEPUCTUK IMOPHOHA
WM TUI0/1a, KOTOPbIE HEMIOCPEICTBEHHO HE BIUSIOT Ha €r0 3JJ0POBbE WIN POBOJIUTH ONPECIICHNE
noyia SMOpHMOHA WIM IUIOAA I IeJield, OTIMYHBIX OT auarHoctuueckux. [Ipomemxypa DKO
perynupyercsi OenepanbHbIM aKTOM O BOCIIPOU3BOJICTBE ¢ MEAUIIMHCKOM oMotibio (1998 rom)
[13]. IIpu 5TOM aKT OrpaHUYMBAET «in Vitro» aHajau3 FeHeTUYECKOro MaTepualia Ha KJIETOYHOM U
HMOpPHOHAIILHOM YPOBHSX Ha MpeIMET BbIOOpPA MOJa WM UHBIX XapaKTEPUCTHK BO BCEX CIIydasx
KpOME Te€X, KOrja MNpPUCYTCTBUE OMNPEJCIIEHHBIX I'€HOB OylIeT NpemnsTCTBOBATH CIIOCOOHOCTH
pasBUTHsI SMOpPHOHA MJIM, KOTJla HET APYIMX CIOCO00B M30exaTh cepbe3HOro 3abosneBanus. Bo
BCEX CIIy4asX T€HEeTHUYECKOro aHaJIn3a SMOPHOHOB, MY JJOJDKHO MPEALIecTBOBaTh IT€HETHYECKOE
KOHCYJIbTUpOBaHUE. B akTe mnpomnucaHbl METOJbl M CPOKH COXPAHEHHS IIOJIOBBIX KIIETOK:
npoueaypa IpOBOAUTCS TOIBKO € COTTIACHUS JOHOPA, CPOK XPAHEHUS IPEIYCMOTPEH MAKCUMYM J10
5 7er, a Tak)Kke OrpaHUYEHO YHCIO SYMOPHOHOB B pacueTe Ha OJIHY JKCHIIUHY U cOocTaBiseT 12
€VHMUIL. 3a IEHCTBHUS, B PE3YJIbTaTE KOTOPBIX JIMIIO UCCIEAYET FEHETUUECKUN MaTEpHaJl IMOJIOBBIX
KJIETOK WM SMOPHOHOB «in Vitro» W OTOMpaeT MX B COOTBETCTBUU C OIpPENEICHHBIMU
XapaKTepUCTUKaMU M O3THU JEWUCTBUSA HE NpeaycMaTpuBaioT OopbOy ¢ OecruiogueM WId
MIPOM3BOJIATCS HE BO UMsI IPEAYNPEXKICHNUS UM NEpeadun Cepbe3HOro 3a00yieBaHMsI IOTOMCTBY,
IPeIyCMOTPEHO HaKa3aHHWE B BUJE JEHEKHOTO MITpada UK JTUIIEHUS CBOOOIBI Ha CPOK JI0 TPex
net. denepanbHbIN akT 00 HCCIIEI0OBAaHUSAX C yYaCTHEM AIMOPHUOHATIBHBIX CTBOJIOBBIX Ki1eToK (2003
roJ) 3ampemiaeT ¥ YyCTaHABIMBAET CEPbE3HYI0 YIOJOBHYIO OTBETCTBEHHOCTh 3a JEWUCTBUS,
BKJIIOYAIOIIME CO3/JaHue AMOPHOHA JIJIsl UCCIIE0BATENbCKUX IIeNiel, N3MEHEHHsI TeHETUYECKOTro
MaTepuaia B TOJOBBIX KJIETKaX, MOMyuYeHUE CTBOJOBBIX KJIETOK M3 3MOPHOHA, OMYyYUBIIETOCS

IIpyu MAaHUITYJIAOUAX C IMOJOBBIMH KIICTKAM HWJIM HCIIOJIB30BAHHA CaAMHX TaKHUX KIICTOK. Taxoxe
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aKTOM 3allpellIeH0 M YCTAHABJIMBAETCSl CEpPbE3Hasl YTrOJIOBHAs OTBETCTBEHHOCTb 3a CO3JaHUE
KJIOHOB, XMMEP WUJIH THOPHU/IOB.

OTnenpbHO F€HOMHBIE HCCIIEOBAHMS PETYIHUPYIOTCS ¢ MO3ULMI MMaTEeHTHOrO IpaBa Kak
MeXaHM3Ma 3allUThl WHTEIUIEKTyalbHOM coOcTBeHHOCTH. CraThsa 2 PenepanbHoro akra «O
nateHTax Ha uzoopereHus» (1954 ron) [14], 3anpemniaeT maTeHTH Ha KJIOHUPOBAHUE YETIOBEKA, Ha
IIPOLIECCHI CO3AaHMsI TMOPUHBIX OPTaHU3MOB C MCIOJb30BAaHUEM IOJIOBBIX, CTBOJIOBBIX KJIETOK
4eJI0BEKa, WM KIIETOK, BBIJICJIEHHBIX M3 SMOPHOHAIBHBIX TKaHEH YeIoBeKa U Ha MOJIyYeHHBIE U3
9THX KJIETOK O0O0BeKThl. Tak »Ke 3ampelleHbl NaTeHThl Ha IPOLECcChl IapTEHOreHe3a C
UCIOJIb30BAaHUEM IIOJIOBBIX KJIETOK YEJIOBEKa M Ha IIOJY4YEHHblE B pE3ylbTaTe 3TOro
NapTEeHOTCHEeTHYECKUEe 00pa3oBaHMs. 3alpeT B PaBHOM CTENEHU PACIpPOCTPAHIETCS HA BbIIAUY
NAaTEHTOB Ha HE MOAM(PHUIIMPOBAHHBIE SMOPHOHATILHBIE CTBOJIOBBIC KJIETKH YEJIOBEKA, a TAKXKE Ha
nporecchl MOAM(UKALMK T'€HETHYECKOM LEeJOCTHOCTH 3apoAbIILIEBOM JMHUM YeJloBeKa U
HOJYYEHHBIX TaKUM 00pa3oM KIJIETOK 3apoJbllIeBON JMHUU. HeMeaunuHCKOE MCIOJIb30BaHUE
YeJIOBEYECKMX SMOPHUOHOB, MPOIECCHl M3MEHEHHS T€HETHUYECKOW IEJIOCTHOCTH >KUBOTHBIX,
KOTOpBIE MOT'YT IMPUYMHUThH CTpajlaHusl, «HEe OyAy4dH ONpaBIaHHBIMU BBICIIMMM HHTEpECAMH U
JOCTOMHBIMU 3alUTh» [ 14], HE MOT'YT IpeTeH10BaTh Ha BblAAYy MaTeHToB. [Ipu Takux ctporux
OTPaHUYEHUSAX M0 pPaboTe C F€HETHUYECKHMM MAaTepHUaroM IOJIOBBIX KJIETOK U 3MOpPUOHAIbHBIMU
TKaHSMHU JieHcTBYyOmUN DenepanbHblil aKT 0 COASHCTBUU UCCIIEIOBAHUSIM U MHHOBaLusaM (2012
rojJ) NpsIMO HE perjJaMeHTHpPYeT UCCIeI0BaHus B 0o01acTu reHoMa yenoBeka [15], Ho sBisgercs
aKTOM, CTUMYJIMPYIOUIMM U MOJJCPKUBAIOLIUM JIOObIE HCCIEIOBaHUSA M PE3yJbTaThl 3TUX
WCCJIEOBAHUM B LIEJIOM.

B BenukoOputanuu AKT 00 OTUIOOTBOPEHUN U YMOpHosoruu uenoBeka (1990 rom) raxxe
IpelycMaTpUBaeT 3alpeT Ha UCHOJIb30BaHUWE TE€HETHMYECKOro Marepuana U SMOpHUOHOB
HEYEJIOBEUECKOT0 IMPOUCXOKACHUS JUIS OIJIOJOTBOPEHMSI BHYTPHM UEJIOBEUECKOTO OpraHU3Ma
(CKeHIMHBI). 3amnpelieHo CMEIIUBaTh YeJIOBEUYECKHUE IOJIOBbIE KIETKH C IOJIOBBIMH KJIETKAMHU
JKUBOTHBIX, BBI3bIBaTh CO3/IaHHE, XPAaHEHHWE M HCIOJb30BaHUE 3apoAblIlla, CMEIIAHHOTO C
yeloBeKoM. JIMIIEH3UpOBAaHUIO HE TOJUICKUT XpaHEHHWE WM HUCIOJb30BaHHWE T'€HHO-
MOJU(HUIMPOBAHHOTO SMOPHOHA YETIOBEKA, ITOCIIE TMOSBICHUS «IIEPBUYHOM MOJIOCH) Y SMOpHUOHA
win Gonee 14 nHeil co AHA co3gaHus SMOpuoOHA. VMHBIMHM CIIOBaMH, CYIIECTBYET MKECTKOE
BPEMEHHOE OTpaHMYEHHE PAMOK JIFOOBIX SMOPHOHATBHBIX UCCIIEOBAHNMN, cocTaBisoee 14 nuei
C MOMEHTa OIUIOAOTBOpeHus. Tak e JUIEH3UPOBAHUIO HE TOMJICKHUT pa3MelleHHe TeHHO-
MOJU(HUIIMPOBAHHBIX SMOPHUOHOB YEJIOBEKA B dKUBOTHOM. 3aCITY’KUBAIOLIMM BHUMAHUS SIBIISETCS
¢axT monbiTky B 2000 rogy u3MeHUTh AKT 00 OIJIOJOTBOPEHUH U 3MOpuosioruu yesnoseka (1990
roJl) B pe3yJibTaTe KOTOpOro KjJoHupoBaHue B BennkoOpuranuu Obu1o 661 He 3ampenieHo. OaHako

B mapte 2002 roma Ilamara jnopaoB yIOBIETBOPWUIIA ANEUISIUIO MPABUTEIHCTBA U OTMEHMIIA
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pemieHre BbICOKOTO Cynma, BBIBOZSINEE KIOHHMPOBAHHME 3a pPaMKW JeHCTBUA AkTa 00
OIUTIOIOTBOPEHUH ¥ dMOpuosiorun denoBeka (1990 rox) [2] [24]. Akt o TkaHsx demoBeka 2004
rojia, HampsIMyl0O HE MMEET OTHOIICHHUS K reHetuke [17], HO OH MOXXET MMETh OTHOIICHHE K
MCCJIEIOBAHMSIM U pa3paboTKaM reHETUYECKUX METOJIOB, ITOCKOJIBbKY OH periiaMeHTHPYET IpaBuiia
oOpallieHus: ¢ TKaHSMH YeJIOBeKa, a TaKKe HEOOXOUMbIE COTTIaCHs U pa3pelleHus, CBSI3aHHbIE C
TUM OOpaLICHUEM.

C no3unui MATEeHTHOrO0 TpaBa Kak MeXaHW3Ma 3allUThl HMHTEIUICKTYyaJIbHOU
coOcTBeHHOCTH, AKT 0 mnareHtax 1977 rojga 3ampemiaeT Bblayy [aTEHTOB Ha MPOIECCHI
KJIOHUPOBAHUS JIIOJIEH, MPOLIeCChl U3MEHEHHUs T'€HEeTUYeCKOW MAeHTHUYHOCTU (a3 oOpa3zoBaHUS
SMOpPHOHA YEJIOBEKa, HCIIOJb30BAHHE YEIIOBEUYECKUX SMOPHOHOB B IPOMBINUICHHBIX H/HIU
KOMMEPYECKHX LETISX, MPOIECChl U3MEHEHUS T€HETUYECKON MICHTUYHOCTH KUBOTHBIX, KOTOPHIE
MOTYT MPUYUHUTH UM CTpajiaHus 0e3 KaKoH-IH0O0 CYIIeCTBEHHOW METUIIMHCKOW BBITOABI IS
yeJioBeKa WM KMBOTHOTO [20].

VYronoBHO-TporieccyaiibHas npaBoBas 0aza [lIBeimapun coctout M3 26 KaHTOHAIBHBIX
kozaekcoB. CtaThs 254 ['paxknanckoro kojekca [26] perasaMeHTUPYET, YTO BOIIPOCHI YCHIHOBIICHUS
WIM OTKa3a OT peOeHKa PEerylIupyrTcs KaHTOHAJIBHBIM MPOIECCyalbHbIM 3aKOHOATEIECTBOM,
[IPU YCJIOBUU, CPEIIU MIPOYET0, COOII0/IEHUSI CTOPOHAMU M TPEThE CTOPOHBI MpaBUjia aKTUBHOTO
y4acTHE B PacCieIOBaHUAX, KOTOPbIE HEOOXOMMMBI 11l OOHAPYKEHUS TIPOUCXOXKICHHS peOeHKa
U KOTOpbIE HE MPEACTABIAIOT OMACHOCTH Ui 370poBbsi. B crathe 3 PenepasbHOro axkrta o
TeHeTHUYeCKOM TecTupoBanuu yenoBeka (2004 rom) [11] mccnemoBaHus MO HACHTU(DUKALUU
JUYHOCTHU OMNpPEJEIeHbl KaK T'€HETUYECKUE HCCIENOBaHUs, HAMNPABICHHBIE HAa YCTAHOBJIICHUE
JTUYHOCTH WJTU MIPOUCXOXKICHUSI OOBIYHBIX TPaXK/IaH WJIU MpaBoHapymuTene. B Takoit curyanuu,
HCCIJIEIOBaHMsI, KaK MpaBUio, JAOMYCTUMBbI Oe3 coriacusi obcienyemMoro. B yronoBHbIX nemax
MOJIUIUSL MOXKET Ha3HaYUTh TEHOMHOE HccienoBanue st onpenenenus npodwuis JJHK u mona.
CrencTBEHHbIE CYbU W CYJIbU IO YTOJOBHBIM JieJlaM MOTYT TaKXe€ HAa3HAYUTh MPOBEJICHUE
T€HOMHOTO MCCIICIOBAHUS JUIsl OTIPECIICHHS COCTOSHUS 3JI0POBBS WIIH IPYTUX WHAUBUAYATbHBIX
MPU3HAKOB, €CIM 3TO HEOOXOAMMO JISi PACKPBITHS TpecTyruieHus. Ecnu denoBek sBIseTCS
[JIaBHBIM MOJIO3PEBAEMbIM, TO TMOJUIUS MOXET Ha3HAYUTh HE HWHBA3WBHOE T'€HOMHOE
uccinenosanue s onpeneneHus npoduis JJHK. Crates 28 denepanbHOro akTa 0 reHETHIECKOM
TecTUpoBaHuu 4venoBeka (2004 rox) permamMeHTHPYET, YTO CJECTBEHHbIE CYAbH U CYAbH IO
YTOJIOBHBIM JieJlaM MMEIOT MPaBO HA3HAYUTh M0 CBOEMY YCMOTPEHHIO TPOBEEHNE HHBA3UBHOIO
T€HOMHOT0 MCCIIEIOBAHUS JIUL, HE HAXOASIIMXCS MO/ MOJ03PEHUEM IIPHU YCIOBHH, YTO TEHOMHOE
WCCIICIOBaHNE, TIPOBEJACHHOE C ILIETbI0 TOW WM MHOW HACHTU(UKALNU, SBISIETCS PEIIAIONIIM
noka3atenbcTBOM. DeiepanbHbIN aKT 0 TeHETUYECKOM TecTHpoBaHUM yenoBeka (2004 rox) Takxke

Ja€T IIPaBOBYKO OCHOBY IJId pPaACCICAOBAHUA TPaXKIAHCKUX W aIMHHUCTPATUBHBIX OCII.
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Vronosueiii konekc IlIBeimapuu Tak ke IMpeaycMaTPUBAECT CEPHE3HYI0 OTBETCTBEHHOCTH 3a
JIeSTHUS C UCTIOJIb30BaHUEM TeHHO-MoAu(uumpoBaHHbIX opranu3mMoB (I'MO), ecinu oHE KakuM-
1160 00pa3oM CO3A0T YTPO3y OOIIECTRY.

HIBelinapus u BenukoOputanus sBIAIOTCS TEMU CTpaHaMU Tlie JOCTHKEHHs B 00lacTu
M3YYEHHs 'eHOMa YelloBeKa Haluii 3 ¢GeKTUBHOE MPUMEHEHUE B IEKPUMUHAIN3AIUN 00111eCcTBa
U UJIeHTH(UKALNY TPECTYIUICHUH, peaTn3yIoieecs B COMTOCTABICHNH MOJTY4YEHHBIX Pe3yIbTaToB
FEHOMHBIX HCCIIEJOBAHMM B pPaMKaxX paccieloBaHUN C YK€ HMEIOUIMMUCSA pe3yibTaTaMu
T€HOMHBIX UCCJIEJOBAaHUM, XPaHSIINXCS B HAIMOHAIBHBIX 0a3ax JTaHHBIX.

B [IlIBeitiapuu Ha TrocygapCTBEHHOM YpOBHE paboTaeT chelnuanbHO CO3/JaHHAs
Koopnunammonnas ['pymnmna DkcreproB, KOTopas HA aHOHUMHOM OCHOBE paboTaeT ¢ 060poToM
JHK-uccnenoBanuii B HarmoHanbHOM 6a3e qanusix CODIS [6] u paccmaTpuBaeT HEOOXOAMMBIE
napaMmeTpsl xpaHneHusi pesynsratoB J|HK-uccinenoBanus B 0aze mist Oyaymiux ciaeICTBEHHBIX
nencTBui [8].

B BenukoOpuTtanuu AKT 0 IMOJIMIIAN | JIOKA3aTeILCTBAX 10 YTOJIOBHEIM aeimaMm (1984 rom)
[21] u Akt 006 or6Gope mpo6 JJHK u apyrux mpouenyp cyaeOHON 3KCHEPTH3BI, TPOBOAMNMEIX B
OTHOIICHUU TOA03PEBAEMBIX U JOOPOBOJIBIEB B COOTBETCTBUU C 3aKOHOM O MPECTYIUICHUAX
(2000 rom) [25] perynupytoT mpouenypy JAHK ananuza u ycnosus npu kotopsix npodumu JHK
Jaro7ieil MoryT ObITh BKIIIOUEHBI B HauuoHanbHyr 0a3zy manHbix JIHK (NDNA) B koHTekcrte
VTOJOBHBIX PacCIE€NOBaHUM W/WIM CYACOHBIX pPa30MpaTeNnbCcTB. AKT O TOJMUIUMUA U
JI0OKa3aTelbcTBax Mo yrojioBHbIM Jenam (1984 ron) npenycmarpuBaer Hanuuue HanpronansHoro
Cosgera no pazsutuio JJHK-6a3 1aHHBIX, KOTOPBI 10JKEH peryaIupoBaTh U o0ecreynBarb paboTy
3TON 0a3bl JNaHHBIX. BenukoOpuTaHuu BOOOIIE MPHUHAIIEKUT MEPBEHCTBO B HMCIOJIb30BAaHUU
JAHK-ananu3a miig packpbITUsT M PACCICHOBAaHHS MPECTYIUICHWH, B 3TOW CTpaHE CO3/1aHa
kpynHeiimas 6aza JIHK-npoduneit B EBpornie [4]. B AkTe pernaMeHTHpPYIOTCS YCIIOBHs, KOT/Ia
obpaszusl 1 npodpunu JJHK MoryT ObITh YHMUTOXXEHBI, HO HE YETKO OINpejeieHa MOJIUTUKA
XPaHEHUs TaHHBIX. AKT 0 3amuTe cBo60 (2012 rox) npusBaHHbIN 00eCTIEUUTh CBOOOTY I'paXkiaH
B OTHOILIEHUH UX T€HETUYEeCKOW MHPOpPMAIIUM OTMEHUJ MOJIUTUKY OECCPOUYHOTO XpaHEeHus 0a3bl
nannbix JJHK [22] B oTBeT Ha pemenune EBporneiickoro cyna mno npaBaMm yenoBeka no aeny «C. u
Maprnep npotus Benukoopuranum» (ECITH 1581 — Jleno Ne 30562/04 u 30566/04) [5]. B xone
paccmoTpenust nena CtpacOyprekuii ey yauunia npasurenbcTBo CoenqunenHoro KoponescTa B
HenpaBoMepHOM xpaHeHuu oopasuos JJHK u o0pa31ioB HeBUHOBHBIX JTI0EH B HapyIIEHHE CT. §
(mpaBO Ha HENPUKOCHOBEHHOCTh YaCTHOW *H3HHM) EBpomeiickolf KOHBEHIIMM O 3alIUTe IpaB
YyeloBeKa M OCHOBHBIX cBoOOon (1950 rom). B pemennu mo aeny NOTYEPKUBACTCS, UTO
«paccMaTpuBaeMoe yAepaHHe IMPEACTaBiIseT coO0N HENpONOPLHOHAIBHOE BMEIIATENbCTBO B

MPaBo 3asBUTEJEH HA yBa)KEHHUE YaCTHOM KM3HU U HE MOXKET pacCMaTPUBATHCS KaK HEOOX0AUMOe
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B JIeMOKpaTthueckoM obriectBe». [IpaButensctBo Coequnennoro KoponeBcTBa oTpearupoBaiio
Ha ganHoe pemenue ECITY, ynanuB 3amucu 0 HEBUHOBHBIX JIMIAaX U3 cBouX 0a3 maHHbX JTHK u
YHHUTOXKUB BCE OMOJIOTHUYECKUE 00pa3Iibl, B3SThIC Y OTACIBHBIX JIUII (BKIIOYAst OCYKIeHHBIX) [ 1].

3 HudopManmoHHBI ypOBEHb WM YPOBEHb, B KOTOPOM OOBEKTOM pEryIHpOBaHUS
ABIISIOTCS OTHOLIEHHS 110 000POTY FreHOMHON MH(GOpMAIUU.

B IlIBeitnapun @enepaibHblil aKT O TEHETUYECKOM TecTupoBaHuu venoseka (2004 ron)
IIMPOKO PETIAMEHTHUPYET BO3MOXKHOCTH oOOecreueHus] KOH(MUICHIMATLHOCTH ¥ 3allUThl
TeHETUYECKUX MCCIIE0BAaHUN U Pe3yJIbTaTOB 3TUX MCCIEIOBAaHUMN U 3alpelniaeT UCIOoJb30BaHUe
TeHETUYECKON MH(POPMAIIMHK B KOHTEKCTE CTpaxoBaHus v TpyaoyctpoicTsa [11]. ITpu aTom B Hem
UMEETCsl y3KO€ M CTPOTO perijaMeHTUPOBAHHOE MCKIIOYECHHE, KOorja paboToaaTelb MOXKET
MONPOCUTh PAOOTHHKA MPOUTH TEHETHYECKOE OOCJIEeIOBaHME Ha BBISBICHHUE TE€HETUYECKUX
3a0oneBaHui 0e3 KIMHUYECKHUX TMPOSIBICHUN [UIsl TPeNoTBpalleHus MpodeccrnoHalbHbIX
3a0o0NieBaHU U HECUaCTHBIX ciydaeB. DenepanbHblil akT 00 HUCCIEAOBAHUAX C YUaCTUEM JIOJEH
(2011 ronm) npemycmaTpuBaeT, 4YTO OHOJIOTMYECKUI MaTepuall M TIE€HETHMYECKHUE JaHHbIE
KOHKPETHOT'O 4YeJIOBEKa B HE3almM(pPOBAHHOM BHUIC MOTYT HCIIOJNB30BATHCS IS Pa3IHYHBIX
HCCJICTOBaHMM, €CJIM YEeJIOBEK J1ajl OCO3HAHHOE COIJIacke Ha MCIOJIb30BaHME ITHUX JaHHBIX [12].
AKT Takke onpesensieT, Koraa JaHHble MOTYT ObITh aHOHUMHBIMH.

B BenukoOpuranun AKT 0 3ammre maHHbIX (2018 rom) perymupyer 3amiuTy JTHYHBIX
JIAHHBIX, B TOM YHCJIe TEHETHYECKOTO xapakrtepa [7]. AKT mpemycmaTpuBaeT 0ojiee CTPOTyIo
3amuTy 00paboTkM NMYHOM WHGOPMAlMK, BKIIOYAIOMIEH TEeHETUYECKYr0. AKT Takke
OTpaHUYMBAET 00PAOOTKY TeHETUUYECKUX TaHHBIX CTPAXOBBIMU KOMITAHHUSIMH.

3axiIroueHue

Takum 00pa3oM MOKHO CHeNaTh BBIBOJ, YTO BBIABMHYTHIE HaMHU YPOBHH IPABOBOTO
pEerylupoBaHUsT HUCCIEOBAaHMM B OONACTH TEHOMa 4YelOBEKa HAaXOJAT CBOE OTPaKEHUE B
3aKOHOJATENLCTBE 3apyOEKHBIX CTpPaH, HO JaXXe caMble pa3BUThIE C TO3UIMH TE€HOMUKHU
IOPUCTUKIINN UMEIOT TPOOEIBI M MOCTOSTHHO OOHOBIISIIOTCSI B paccMarpruBaeMoil cepe. MoxxHO
BBIJICJIUTH JBA OCHOBHBIX IMOIX0/1a 3TUX 0OHOBJICHN. [1epBBIii OIX0/1 CBSI3aH C pean3aiueil Mep
M0 3alUTe MpaB YeJIOBEKa, KOTOPbI, BO MHOTOM, MPOJUKTOBAH CIOXHUBIIMMUCS MpaBUJIaMU U
CTaHJapTaMH Ha MEXIYHApOJIHOM ypoBHE. BTopoii cBsi3aH ¢ oOecrieueHneM 6e30MacHOCTH B XOJI€
T€HOMHBIX HCCJIEAOBAHUN W BHEIPEHUH MX PE3YyJIbTAaTOB HA MPAKTHUKE, KOTOPHIA pa3BUBACTCS

caMOOBITHO Ha HAITMOHAIILHOM ypOBHE [3].
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Ibsakos Baagumup INennagnesnya!%s
AKB «Ao6coawT bank»

Poccusi, MockBa

4.3. HecaHKIIMOHMPOBAHHOE UCII0JIb30BAHUE F€eHOMHOI MH(OPMALIUM, KAK NPeCcTyIIeHHe

XXI Bekal®

AHHOTaUMA. B MOBCEMECTHON U3HU IOYTH HUKTO HE 3aJyMbIBa€TCi O TOM, YTO,
BBIOPOCHB BBIKYPEHHYIO CUTapeTy, CTapyIO OJICXK/1y M OCTaBUB B Ka(he NCIOTIb30BaHHYIO YaIIIKY,
YeJIOBEK OCTaBJISIET CBOIO I'€HETHUYEeCKyto nHpopmanuto. OHAKO, 3TO MOXKET MOBJIEYb OOJIbLINE
npoOIeMbl Ul YeloBeKa, €CIM KTO-TO 3aX04YeT M3BJIEYb U3 3TOT0 MyCOpa €ro reHeTH4ecKyro
UH(POPMAILIHIO.

Hanpuwmep, 3ta uHbopmManus MOXKET OBITh HCIOJIb30BaHA IOJUIMEH, B WHTEpECcax
cnenctBusa. OnHAKO, NOMUUMS HE EIUHCTBEHHBIC JIIOAM, KOTOpBIE 3aUMHTEPECYIOTCA Balleil
reHeTudeckoi uudopmanueil. JIro60nbITHEIE NOKIOHHUKH, PA00OTOIATENH, CTPAXOBbIE KOMITAHUH,
[IAHTAKUCTHl W JPYTUe JALIA MOTYT OBITh 3aWHTEPECOBAHHBIMH B IOJYYCHHH TE€HOMHOMN
uHpopmanuu. [Ipu 3TOM, TOTYIHTH Takylo WHGOpPMAIMIO M pacumdpoBars ee 0e3 coriacus
BIAJEIbla HAa CErOJHSALIHMI MOMEHT COBCEM He Ci0kHO. CoBepIIUTh KpaXXy T€HOMHOMU
UHPOPMALIUK JIOCTATOYHO MPOCTO, JUISL ATOTO HYKHO IPOCTO OTIPABUTh HCIIOJIb30BAaHHYIO
YEJIOBEKOM TKaHb B KOMIIAHWIO, C KOTOPOM CBS3aJIMCh 4epe3 MHTEPHET, W KAAaTh aHAIN3a 110
ANEKTPOHHOM Tmoure. IIpocTOM NOMCK B HMHTEpPHETE IOKAa3bIBAE€T, YTO MHOTME KOMIIAHHUH
npeUlaraloT  «KoH(UIeHIHaNbHOE» TECTUPOBAaHUE TeHoMa. PacmpocTpaHeHHe KOMIaHWMH,
IpeUIaraloluX IreHeTHYecKoe TEeCTUPOBaHHE MO Bce 0Oojee HU3KUM IIeHaM, O3HayaeT, 4To
CYIIECTBYIOT KaK TEXHOJIOTHH, TAK U CTUMYJIbI IS coBepiueHus kpaxu JJHK.

Tem He meHee, B Poccun n BoO MHOTHX Ipyrux crpaHax Mupa kpaxa JJHK ropuandecku He
ABJsieTcs npectyniaeHueM. CKphIThI cOOp M aHAINM3 T€HOMA JAPYroro YesioBeKa MPaKTHYeCKU He
OTpaHUYEH 3aKOHOM. B 3To0il craThe mombITaeMcsi pa3odpaTbes, KakuM 00pa3oM Kpaka reéHoMa
MPEJICTaBIISIET CEPhE3HYI0 YTPO3y MeHeTHUeCKOl KOH(GUIACHIIMAILHOCTH U 3aCIyKUBAET JIU OHA
PacCMOTPEHHMSI B KAYECTBE OTAEIBHOIO YTOJIOBHOIO IPECTYILICHUS.

KiroueBble cjioBa: mpaBo, FeHOMHBIE HCCIIEIOBaHUs, OMOMaTepuall, cyieOHast paKkTHKa,
reHoMHas uHopManus, OMOOaHKUHT, CyIeOHO-METUIIMHCKAs SKCHEePTH3a, MEXIyHapOIHbIE

CTaHAAapThI, YTOJOBHOC IMPECTYIIJICHUC.
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106 Crarbs noarorosiena B pamkax ['panta POD®U Ne 18-29-14078 «CpaBHUTENLHBIN aHATN3 JIydIIEH MUPOBOi
MPaKTUKU 110 CTIOpaM U3 OTHOIIEHHH, BOSHUKAIOIIUX B X0JI€ IPOBECHNS T€HOMHBIX HCCIIEOBaHUM 1
UCIIOJIb30BaHUs PE3yIbTaTOBY
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V.G. Dyakov
Unauthorized use of genomic information as a crime of the XXI century

Annotation. In ordinary life, almost no one thinks that throwing away old clothes,
Smoking a cigarette, or leaving a used Cup in a cafe, a person leaves their biomaterial. However,
this can cause problems for a person if someone wants to get genetic information from this garbage.

For example, this information may be of interest to the police. However, the police are not
the only people who are interested in your genetic information. Employers, insurance companies,
blackmailers, and others may be interested in your genetic information. Getting such information
without the consent of the owner now does not cause any problems. To do this, you just need to
send the tissue used by the person to the company that does genome testing and wait for the results
of the analysis. Now you can find many companies on the Internet that offer "confidential" genome
testing. The distribution of companies offering genetic testing and lower prices for such services,
means that there are both technologies and incentives to commit, quite simply DNA theft.

However, in Russia and many other countries of the world, DNA theft is not legally a
crime. Unauthorized collection and analysis of another person's genome is practically not
prohibited by law. In this article, we will try to understand how genome theft poses a serious threat
to genetic privacy and whether it deserves to be considered as a separate criminal offence.

Keywords: law, genomic research, biomaterial, unauthorised collection, judicial practice,
genomic information, biobanking, forensic medical examination, international standards, criminal

offence.

Crarbs moarorosieHa B pamkax [ panta POOU Ne 18-29-14078 «CpaBHUTEIbHBIN aHAINU3
JTy4Iied MHpPOBOW TMPAKTHKU MO CIOpaM M3 OTHOIICHHM, BO3HHUKAIONIUX B XOJE MPOBEIACHUS

T€HOMHBIX HCCJIeIOBAaHUM U MCIIOJIb30BaHU PE3yJIbTATOBY

1. BBoaHble 3ameyaHust

Pa3BuTHe reHoMHOI HayKu Biie4eT 3a co00M paznuyHble BapraHThl ucnoiabs3oBanus JHK
YeJIOBEKA B COBEPILICHHO Pa3HbIX LIEIAX:

-ITonuTnyeckass mapTusi, 3aMHTEPECOBAHHAS B BBISABIEHUM M OOHApOJOBAaHUH JIIOOBIX
MPeIPacloioKEHHOCTh K 3a00JIeBaHUSM POTUBOOOPCTBYIOLIETO KaHAM/1aTa.

-Cynpyxeckasi mapa, KoTopasi XxoTejia Obl 3HaTh, €CTh JIU Y UX Oyayliero mpueMHOTro
peOeHKa Kakue-IMOO MOTEHIMAJIbHbIE MPOOIEMBbI CO 370POBbEM, NPEXJE YeM OHU IMPHUMYT

OKOHYATCJIIbHOC PCIICHUC.
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-COpTHBHBIE ~ MEHEIDKEPBI  KOTOpPBIE  XOTAT IPOAHAIM3UPOBATh TIE€HETUYECKYIO
UHPOPMALIMIO MOTEHIIMABHOTO WIPOKA, YTOOBI BBISIBUTH PUCKH 3a00JIEBaHUM, NpEeXIe uYeM
MPEIIOKUTH €My MHOTOMHUJIJTMOHHBIM KOHTPAKT.

-McTopuK, KOTOPBII XOUYET BBISICHUTh JEUCTBUTENIBHO JIU JIKOU YTBEPKIAIOIINE, YTO OHU
MOTOMKHU OBIBILIErO IPABUTENSI TAKOBBIMU SBJISIOTCSI.

C moMmoIIpl0 TeHEeTHYEeCKOW MH(OPMAIIMU MOXHO BBISBIISATH IPEAPACIONIOKEHHOCTD K
HACJICJICTBEHHBIM 3a00JICBaHUSAM, MCKATh JIEKAPCTBA MPOTHB OO0JIE3HEH KOHKPETHBIX IIIOMICH,
AQHAJIM3UPOBaTh TIE€HETHUYECKYK) HCTOPHUIO DPOJIa, HCKAaTh MPEIKOB U POJACTBEHHHKOB WIIH
aHAJIM3UPOBATh NMPEIPACIIOI0KEHHOCTH JIeTel K TOMY UM HTHOMY BUAY CIIOpTa WK Ipodeccuu.

Ecnu KT0-TO M3 3aMHTEPECOBAHHBIX JIFOJICH 3aX0YeT MOJYYUTh TAKyI0 MH(POPMAIUIO, OH
CMOXET 3TO JIETKO CHIEJIaTh. BBICTPBIN MOKUCK B MHTEPHETE MOKA3bIBAET MHOKECTBO KOMIIAHHUIM,
npeiaraimx KonduaeHnuansnoe rectupoanue JJHK.

Hekortopsle u3nanus mpeacka3bIBaloT, 4TO Kpaka reHoMa cTaHeT mpoodiemoit B 2020-x
rojax. BeposiTHoO, M0au y)ke COOMPAIOT W aHATU3UPYIOT TEHETHYECKYI0 WH(POPMAIUIO IPYTHX
J0J1eH, KOTOPBIE, BEPOSITHO, HE COTTIACHIIMCH ObI Ha 3TO. YKe ceifuac, COBEpIIEHHO 3a He0OJIbIINe
CpPEICTBA, MOKHO HAWTH TOpa3UTEIbHOE KOJIMYECTBO HMHGOPMAUU O MEAUIMHCKHUX
MPEIPACTIONOKEHHOCTAX, CEMEWHBIX CBS3AX WIH MPOUCXOXKICHUU MPAKTHYECKH JH0O0TO
YyeJloBeKa.

Bnionne Bo3MOXHO, 4TO HecoriacoBaHHBIM cOoop u ananusz JIHK npyroro uenoBeka
3aCIIy’KMBA€T CEPbE3HOI0 PACCMOTPEHHUS B KAUECTBE OT/ACJIBHOIO YTOJIOBHOTO NpecTyIieHus. be3
Takoro 3aKOHa NOTEHIHAIbHbIE S>KEPTBbl KpPaXM TEHOMA NPAKTUYECKH HE 3allUIICHBI.
Hapymiaercs mpaBo coOCTBEHHOCTH Ha TeHeTHUYeCKU Marepual [1]. B otnuane ot puHaHCOBBIX
JAHHBIX, WHTEPHET-IAHHBIX WA OOBIYHOM YaCTHON COOCTBEHHOCTH, CYIIECTBYIOT MajiO0 MeEp
MPEAOCTOPOHKHOCTH, KOTOPbIE MOTYT IPEAOTBPATUTH UMEHHO Kpa)xKy reHoMa.

Henemrnue 00CcTosATENbCTBA JAIOT BECKUE OCHOBAHUS s KpuMuHanu3anuu kpaxu JJHK.
Cam daxt TOro, 4To cOOp M JATbHEUIINN aHAIU3 TEHETUYECKON MH(POPMAIIMK TTPOUCXOIUT Oe3
corjacusi COOCTBEHHHMKAa T€HOMAa, W pACTyIIMH WHTEpeC K Takoh wuHPOpMauu TpedyeT

B3BCHICHHOTO U BAYMYHBOI'O IIOAX0AAa K HpO6J'ICMC.

2. Ipuuyunsbl kpaxu JHK

3aueM Komy-To TaiiHO moisydaTh uyxylo JHK 6e3 cormacus? Ilpuumsbl A Kpaxku
BKJIIOYAIOT MOTHBBI, KOTOpPBIE SBISIOTCS KaK YK€ 3HAKOMBIMU (ONHMCAHHBIMH BBIIIE), TaK U
HOBBIMH JJISi TPAJUIIMOHHOTO YTOJIOBHOTO IpaBa M3-3a 0co00ro BuAa MH(YOpPMALUHU, KOTOPYIO
MoxeT aath 4bs-To0 JJHK. Kpome Toro, nmo Mepe pa3BUTHS FT€HOMHOW HAyKU U CHHKEHHSI LIEH Ha

TEXHOJIOTHH, MPUYMH M BO3MOXHOCTEH A1 pacliM(pOBKH TeHOMa y MIMPOKOro Kpyra JIHUIL
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CTAaHOBUTCSA Bce OombInie. B HacTosmiee BpeMs 60apmHCTBO Kpax JIHK MoHO oTHECTH K TpeMm
pa3IMYHBIM KaTeTOpUsM: Kpaxa OuomaTrepuana 3HAMEHHTOCTEH, CHOpPhI 00 OTIIOBCTBE U
BEPHOCTH, IAHTAX U JTFOOOIBITCTBO.

B mmpoxo pazpexnamupoBaHHoM citydae Opuranckue CMU (B 2002r) cooOmmiau o
3aroBope ¢ LENbI0 Kpakh BOJIOC Y MpuHLa ["appu, 4ToObl MPOBEPUTH, AEHCTBUTEIBHO JM OH
reHeTnueckuii pedeHok mpuHma Yapnp3a. C 3TOH IENbI0 3II0YMBINUICHHUKHA XOTEIU HAHSTH
KEHIIUHY JJIs1 IPYKOBI U 00IIeHus ¢ mpuHIeM ['appu, 9TOOBI MOTYYUTh HECKOJIBKO BOJIOC C €r0
roJjioBbl. Pe3ynbTaThl reHETHUYECKOro TECTa Ha OTIIOBCTBO — €CJIM CIYXU BEPHBI, JOJKHBI ObLIN
ObITh TpOJaHbl MHOCTpaHHOW raszere. Ceiuac ecTb MNPEMIOKEHHUS O MPOJAXKE MPEIMETOB,
conepxkammx JIHK mpesunenta ObGambl, DiBHca U JPYTUX W3BECTHBIX JTUYHOCTEH, B3STHIX 0€3
corjiacusi, Ha TaKUX calTax, kak eBay, ¢ 11e1b10 MoydeHus: BHITOIBI.

B Tex cmydasx, korgja pedb HAET O HACIHEACTBE, Kpa)ka I'€HOMa MOXKET MOCITYKHUTh
OCHOBAHHUEM JIJIsl T€X, KTO KEJNAET JUIIUTh HACIEACTBA HACIEAHUKOB, KOTOPBIE, IO UX MHEHHUIO,
TEeHETUYEeCKHU He cBsi3aHbl. [lomo3puTenbHblil oTel] MOkeT mnpeacTaBuTh obdpaser; JJHK cBoero
pebeHka Juisi TeCTUpoBaHuUs 0e3 coriacus, 4ToObl 10Ka3aTh, YTO OH HE SIBJSIETCS] TEHETUYECKUM
otuoM. B npyrux ciydasx noxururens JJHK MoxkeT ucnonb3oBats oOpaselr, 4To0bI JoKa3aTh, YTO
UCTUHHBIM T€HETHMUYECKUM POJUTENIEM SBISIETCS KTO-TO APYroil. B oaHOM odeHb MyOIuYHOM
npumepe kuHonpoxarocep-mmuinonep CtuB bunr (Steve Bing) yrBepxnan, 4ro Muuiuapaep
rouByAckuit marHat Kupk Kepkopsn (Steve Bing) opranunzoBan uzbstue 3yoHoi Hutu bunra
U3 €ro Mycopa, 4ToObl JJoKa3aTh, 4To pebeHok Kupka Obl1 reHeTnueckuM pebenkoM bunra, a He
KepkopsHa.

K Ttpetbeii kaTeropuu Aesl OTHOCSTCS MIAHTAXKKUCTHI, JTIOOOMBITHBIE COCEIN U IPYTHUE JIUIIA
C aHAJOTUYHBIMH HEOJIAarOBUAHBIMM MOTHBaMH. lloTeHIMabHBIE XEPTBHI MOTYT HE >KeJaTh
PACKpBITHSI MCTHUHHBIX TE€HETUYECKHUX CBSI3€M CO CBOMMH JAETbMU WIJIHA C JE€TBMHU B JIPYTHUX
HeopUIMANBHBIX ceMbsX. [IpecTtymHuku moryT Takxke ykpacth JJHK, uToObl mcmonb3oBaTh
TEHETUYECKYI0 HJICHTHYHOCTh CBOEH >KEPTBBI, JUOO /i TOTO YTOOBI OTBECTH TOJIO3PEHUS
TTOJTAIIHH.

KocBeHHO Kpake TeHOMa CIOCOOCTBYET JelieBass M JOCTYNHAs TEXHOJIOTHUS €ro
pacmudposku. Panee kpaxa JIHK He mpexacraBnsna OonbIIoi MpoOieMbl, T.K. TEHETUYECKOE
TECTUpPOBaHWE OBUIO HEMOMEPHO JOPOTHUM H, CJIEIOBATEIHHO, HEIOCTYIHBIM JJisi OOBIYHBIX
moniedd. OJTHaKo CeTOaHS PsiJl KOMITAHHUH TTPeIIaraloT FTeHETHIECKOE TECTUPOBAHUE, OOBITHO Uepes
HuTepHeT, KOTOpOE CTAaHOBUTCS Bce Ooyiee HEAOPOTUM U MIMPOKO NOCTYHmHBIM. IIpu 3ToM, B
HACTOsIIee BpEeMs TAaKOTO pojia mpoliecchl B Poccuu mpakTUyecKku He peryaupyroTcsi 3aKOHOM.

OTCyTCTBUE MOJIHOIEHHOTO PEryIHPYIOIIET0 KOHTPOJISI UMEET HECKOJIbKO TPEBOMKHBIX

HOCHGI[CTBHﬁ. BO-HepBI)IX, KOMIIAaHUHW 110 TCEHETHYECKOMY TCECTUPOBAHHUIO MOTYT J€JIaThb
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3asBJIEHUSI O CBOMX YCIIyraX, KOTOpbIE BBOJST B 3a0IyXKIACHHE WIM SIBISIOTCS JIOXKHBIMU. Bo-
BTOPBIX, HAYKa, Ha KOTOPYIO OMHUPAIOTCS KOMIIAHUM 10 T€HETUYECKOMY TECTHPOBAHHUIO T€HOMA,
HE TaK HaJeKHA, KaK MOXET TOKa3aThCs morpedurtensM. Hampumep, TECThI, ONpeaemsionue
Hanuure reHoB BRCA1 u BRCA2, B 3HaUUTENbHON CTENEHU MPEACKA3bIBAIOT Pak MOJOYHOM
JKele3bl Yy KEHIIWH, HMMEIOIUX CEeMEMHBI aHaMHe3 paka MOJIOYHOM kene3bl. Hamportus,
MpeoyiaraéMblii Mapkep auabera WIM OXUPCHHS MOXKET HE WMETh OOJIBIIOr0 3HAYCHUS,
MOCKOJIbKY MHOTHE YCJIOBHS 3TUX OOJIE3HEN SIBIISIOTCS MPOAYKTOM CIIOKHOTO M TIOKA eIlle Majo
M3YYEHHOTO B3aUMOJCUCTBUS MEXI1Yy T€HaMH, OKPYKaIoIlel CpeIoi U TMYHBIMU IPUBBIYKAMHU.
W HakoHen, BO3MOXXHO, camasi BaxxHasi mpooiieMa criocoOcTByromas kpaxke JJHK, sBnsercs
OTCYTCTBME€ Y KOMIIAHMI 10 TEHETUYECKOMY TECTUPOBAHUIO CTUMYJOB TMPOBEPSTH,

JIEMCTBUTEIILHO JIM OTIPAaBICHHBIE UM 00pAa3Ilbl MPUHAJJICKAT MOTPEOUTEIIO.

3. Yuep0 ot kpaxu JTHK

Bpen ot kpaxxu reHOMa MOKHO YCJIIOBHO Pa3/ieiInTh, 10 MEHBLIEH MEpE, Ha 1B PA3ITMYHBIX
BHJIa, XOTSA OJMH U3 HUX IOPas3sfo 3HAYMUTEIbHEE APYroro. Bo-nmepBbIX, B HEKOTOPBIX CIydasx
IOCTPaJaBIIeMy MOXKET ObITh NPUUYMHEH BpEe B pe3yibTare cOOpa camMoro OMOJIOrMYECKOro
marepuana. [Ipyrumu cioBaMu, HEKOTOpbIE MOXUTUTENN OuMoMaTrepuana MOryT HNpUOETHYTh K
10001 TakTHKE, HApUMep K (GU3NUECKOMY HACHIIMIO HaJl JkepTBOi. Tem He MeHee, naxe eciu
MOXUTHUTENIb TEHOMA COBEPIINI HACUIILCTBEHHBIE AEHCTBUSI, BPS JIM MOIULMS Oy/IeT 3aHUMaThCS
3TUM JIEJIOM, eci (PU3NUECKUe MOBPEXJICHHS )KepPTBbl He3HAunTeNIbHBL. HO TYT Hajo0 OTMETHTS,
YTO HACUJILCTBEHHBIE ICHCTBHS BPSIZL JIU MPEJICTABIAIOT cOOO0M Cephe3HyI0 OMAaCHOCTh, OCKOIBKY
JIIOJM TOCTOSIHHO OCTaBJISIIOT OMOJIOTMYECKUI MarepHall, U MOXUTUTENIb T€HOMa MOXET JIETKO
MOJIyYUTh UX 0€3 BeZjoMa JKEePTBbI, U HE Mpuderas K HaCUJIHIO.

Bosiee cepbesHblif Bpes BO3HUKAET B Pe3y/IbTaTe T'€HETHMUECKOro aHaiu3a MHPOpMaLuu
nociae B3ATUS oOpa3ma Ouomarepuana y JKepTBbl. AHAIU3 MOXKET BBIIBUTH YACTHYIO
MEAMIMHCKYI0O WIM ceMeiHylo uHpopmanuioo. JIMUHBIM KOHTPOJb HaJ 3TOoM uHbOpmanuen
ABJISIETCSI LIEHTPAJIBHBIM JJIEMEHTOM B IPUHATHH OCHOBHBIX JXH3HEHHBIX pemeHui. Takum
00pa3oM, TPeTbU JIMIA, MOJyYarollue TaKyl0 MH(POPMALHUIO, YIPOXKAIOT HEMPHUKOCHOBEHHOCTH

YaCTHOM KU3HU U IIpaBaM 4CJIOBCKaA.

4. IHocaencrBust pacKpbITUSI TeHOMHOI HHoOpManun

Bo-nepBbix, kpaxa JJTHK MoxeT mpuBEeCTH K PAaCKpPBITUIO MEIUIIMHCKON MH(popManuy,
KOTOPYIO YEJIOBEK XOUeT COXPaHWUTh B TaiiHe, WJIM MOXKET Ja)xe He 3HaTh O cele, Hampumep,
MPEIpacloNoKEHHOCTh K OINpeeNeHHbIM BHUAAM paka, Oone3Hu AjblreidMepa, U APYTrux

3a00J1eBaHUH, a TAK)KE€ O TEKYIIEM COCTOSIHHH 3J0pPOBbs YelloBeKa. [Ipu3HaBas moTeHIIMAIbHBIN
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BpeJl dTUX 3HAHWH, TaKhe CTpaHbl Kak BemukoOputanus, ['epmanusi, ABCTpaiaus U HEKOTOpPHIS
mratel CIIIA mnpunsuim ¢denepanpHble 3aKOHBI, 3alUINAIONIMNE OT HECAHKIMOHHWPOBAHHOTO
PACKpBITUSI TEHETUYECKOH MH(POPMALIUU B ONPEICICHHBIX KOHTEKCTaX, TAKUX KaK MEIUIIMHCKOE
CTPaxOBaHME U 3aHATOCTH. LlesIb ATHX 3aKOHOB COCTOUT B NMPEOTBPAILICHUN AUCKPUMUHALUU B
OTHOILEHHH JIMII, TeHeTHYecKast MH(OpMaIis KOTOPBIX MOXKET BBISBUTh TEHJIEHIMIO K Pa3BUTHIO
KOHKPETHOTO 3a00JIeBaHus1, KOTOPOE BIIOCIIEACTBUN MOXKET CTAaTh JOPOTOCTOSAIINM PACXOAOM IS
paboToaTelNs WiIK CTPaxOBIIMKA.

Tak xe MOryTr ObIThb M Jpyrue MPUYMHBL KTO-TO MOXET 3aXOTeTh MPOAHAIN3UPOBAThH
MEIUIUHCKYI0 HMH()OpPMALMIO, HampuMmep, ¢ IeJbl0 TIEeHETUYECKOro IIaHTa)xa, Yrposkas
00HapOI0BATh BaIlly MPEIPACIIONOKEHHOCTh K 3a00JIEBAaHHIO.

Bo-BTopeix, kpaxa JIHK moxer packpeiTh MHpOpMaLMIO O CEMEWHBIX OTHOLICHMSIX
KEpTB, HaIpuMep, SBIAETCS U PEOCHOK I'€HETHUYECKU CBSI3aHHBIM C POJIUTENSIMU WM HeT.
YacTHble MIa TaKXKE MOTYT CTaTh JKEPTBAMH, €CIH IIAHTAXHUCT IOA03PEBAET, UTO OTCYTCTBHE
WIM HaJIMYMe TeHETUIECKOM CBSA3H SABISIETCS HH(OpMAIHed, KOTOPYIO 3TH JIMIA XOTAT COXPAHUTh
B TaiiHe. B m000M citydae 5To BTOp)KEHHE B JTMUHYIO MHPOPMALIMIO KEPTBBI U MOTEHIIMATbHBIN
BpEJl CYLLECTBYIOIIUM COL[UAJIBHBIM U ITPABOBBIM CEMEMHBIM OTHOILIEHUSIM.

He3zaBucumo ot xapakrepa nHGopMaluu, KOTOPYIO UIIET MOXUTUTENb, HECOIJIACOBAHHBIN
cO0p M aHAIN3 TEHETHYECKOW MH(POPMAILIUU €r0 JKEPTBHI CYIIECTBEHHO BJIHSET Ha CIIOCOOHOCTh
JKEPTBBl KOHTPOJIMPOBATh CBOIO JMYHYI0 HHpopMmanuio. [IpaBo Ha KOHHUAEHINATBLHOCTH
uHpOpMALlUK - 3TO acmekT Ooyiee oOILIero mpaBa Ha KOH(UACHUUAIBHOCTh B Pa3IMYHBIX
KOHTEKCTaX, TaKUX Kak OyMakKHbIe 3alHMCH, KMOepIpOCTPaHCTBO U (hu3ndeckas 0€30MacHOCTb.
DTO TpaBO Ha HEMPUKOCHOBEHHOCTh YAaCTHOW JKM3HU TpH3HAETCA 3aKkoHOM U Poccuiickoi
denepanuu (YK PO Cratbs 137) u BO MHOTHX JPYTUX CTpaHax.

B xoHTekcTe reHeTnueckoi MHPpOpPMaLMU MPaBo Ha KOH(UAESHINAIBHOCTh HHOpMALUU
UMEeT JIBa COBEPLICHHO DPA3JIMYHBIX acnekTa. Bo-mepBbIX, 3TO OrpaHMYeHHas CIOCOOHOCTH
YyeJIoBeKa KOHTPOJIMPOBATh 00CTOSITENLCTBA, TPH KOTOPBIX €ro JU4HAs HHPOpMAIUsI MOXKET ObITh
MoJlyueHa TPETHbUMH JHUIAMH; HUKakue 3a00pbl WM YacTHas OXpaHa HE MOTYT 3allUTHUTh
TEHETUUYECKUE CIIE]Ibl, KOTOPBIE MBI OCTaBIIsIEM MOBCIOAY. bosee Toro, B OTIM4ME OT yKpaAeHHON
KpEeIMTHOM KapThl WM HOMEepa 0aHKOBCKOT'O CYeTa, KaK TOJIBKO Ballla reHeThYecKast MHpopManus
OyZIeT pacKpbiTa, HIUTO HE CMOKET pa3opBaTh BalllM CBSA3H C 3TOM MH(OpMaLnen.

Bropoii acriekt npaBa Ha KOH(UIEHIIMAIBHOCTh MH(GOPMALMU - 3TO MPABO HE 3HATH O
auyHOU MH(popManu. MHoOriue OMO3TUKU MPHU3HAIOT BaXKHOCTh TAKOTO IpaBa. ABTOHOMHUS IO
OTHOILIEHHIO K CBOEH reHeTH4YeCKOl nH(popMaluy BKIIOYACT B ce0s1 U BBIOOp orpaauTh cedst oT
3HaHUA, OyJb TO COCTOSIHHE 3/10pPOBbsI, T€HETHUYECKasl MPEAPACIOI0KEHHOCTh K 3a00JI€BaHUSM,

KOTOphIE MOXHO ObUIO OBl mepeAaTb OyAyIIMM JAETSIM, WM HajJudhe WIU OTCYTCTBHE
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TeHEeTUYECKUX CeMENHBIX cBsA3eil. HekoTopble MOTYT He 3aXOTEeTh 3HATh O TaKylo MHGOPMAIHIO.
Kpome TOro, 3TO MOXET MOBJIE€Yh YYBCTBO CTpaxa, Oe3HaIEKHOCTH, ACTIPECCHU WM JaKe

caMoyOHIiCTBY.

5. MupoBasi NpakTHKa KBAIH(PUKANMHA HECOIIACOBAHHOIO HCIOJIb30BAHUS
reHOMHOI nHpoOpMALNK, KAK NPOTHUBONPABHOIO JIeSIHUS

Poccwuiickast 'OpuCAMKINS B HACTOSIIEE BPEMSI HE MPU3HACT OTIEIBHOTO MPECTYIUICHUS
kpaxu JIHK, oqnako cyneOHbIe TSKOBI CYIIIECTBYIOT U pAaCCMaTPUBACTCS B APYTHX CTpaHaX, 4ToO
MOATBEPIKIAET, HEOOXOUMOCTh CEPhE3HOT0 PACCMOTPEHHMS TAKOTO POJIa MPECTYILIICHUH.

C 2006 rona 3axonomarensctBo CoenuHenHoro KoponesctBa npusHano kpaxy [JHK
YTOJIOBHBIM TMIPECTYIUICHHEM. B COOTBETCTBUU C MOJIOKCHUSIMH 3aKOHA O YEJIOBEUSCKUX TKAHSIX
2004 rona (Human Tissue Act, 2004), perynupyooliue Bce BUIbI EATEIHHOCTH, CBA3aHHbBIE C
YeIOBEUYECKHUMH TKaHSIMU [2], — HECOTJIaCOBAHHOE U3BATHE MaTepuaia Tela APYroro 4eroBeKa
JUTSI TCHETHYECKOTO aHalIM3a SIBJISICTCS YTOJIOBHBIM MPECTYIUICHUEM, €CJIH TOJILKO HE MMEeTCs
«HCKJIIOUUTENbHAS 1IeTb)» . OTCYTCTBHUE COTIACHS X03sMHA OOMaTepHaa BIsSETCS [ICHTPATbHBIM
MOMEHTOM B npectymiaeHnu kpaxu JJHK mo 6putanckomy 3akOHOIATENbCTBY.

3aKOH, OJIHAKO, MpeAyCMaTpuUBaeT psA HUCKIoYeHUil. Bo-mepBbIX, OT YroJoBHOH
OTBETCTBEHHOCTH OCBOOOK/Ia€TCS HECKOJIBLKO CIIEIUAILHBIX 1[€ICi, B TOM YHCJIE UCIIOJb30BaHHE
YeIIOBEYCCKOW TKaHU IS JICUCHHSI CaMOTO YeJIOBEKa, MCTIOMHEHHS Cy/IeOHOro MpHKa3a WA B
MPABOOXPAHUTENBHBIX MENsAX. BO-BTOPBIX, HEKOTOpBIE BHABI TKaHEH OCBOOOXKIAIOTCA OT
NEHCTBUS 3aKOHA, HAIPUMEP TKAaHU, MMOJYYCHHBIE OT YeIOBeKa, yMEpIero Mo MeHbIIel Mepe 3a
CTO JICT JIO BCTYIUICHUS 3aKOHA B CHITY, M YSJIOBEUYECCKHE TKAHH OT HEU3BECTHOTO UCTOYHHKA.

Jluma, mpu3HaHHBIC BUHOBHBIMU B COBEPIICHUU MPECTYIUICHUS, TIOJUIC)KAT HAKa3aHUIO B
BUJIE JIUIIIEHHS CBOOOIBI CPOKOM Ha TPH roja u/uim mrpada.

[Ipectymiienne B BuAe HecaHKIHOHUpoBaHHOTO B3ATuUA JIHK Obuto mepBoHadaibHO
PEKOMEH/IOBAaHO KOMHUCCHEH 10 TEHETHKE YeJOBEeKa, KOTOPOW OpUTAHCKOE TPaBUTEIHCTBO
MOPYYHIIO JTaBATh PEKOMEHIAIINH IO TIPABOBBIM ITOCIICICTBUSIM HOBBIX T€HETHUECKUX Pa3padOTOK.
Bynyun ob6ecriokoeHHOI pacTyiiel JOCTYITHOCThIO HEIOPOTOro TeHETUYECKOTO TECTUPOBAHUS HA
YaCTHOM PBIHKE U JIETKOCTHIO TONYUYEHHUs TKaHEW, MPUTOIHBIX [JIs T€HETHYECKOTO aHaju3a,
KOMHUCCHSI yTBEPIK/Iaia, YTO CYIIECTBYIOIIEE 3aKOHOIATEIBCTBO JTMO0 HE pacCMaTPUBAET BOMPOC
o HecormmacoBanHoM coope IHK, nmubo sBisieTcst 10CTaTOYHO pacTIbIBUATHIM.

[Mapnament 'epmannu B 2009 roy MpUHSIT 3aKOH O TEHETUYECKOM IKCIIEPTU3E YeIOBEKA
[3], KOTOpBI 3HAYUTENHHO OTPAHUYMBACT TEHETHUECKOE TECTUPOBAHME B HECKOJBKUX
KOHTEKCTaX, BKJIIOYAs 3aHITOCTh, CTPaXOBaHWE W TICPUHATAIBHYIO JIHArHOCTHKY. TOJBKO

HEKOTOphble KBAIM(UIMPOBAHHBIE BpayH, IMOJIYYHBIIME COTJAcHe BCEX 3aMHTEPECOBAHHBIX
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CTOPOH, MOTYT NMPOBOJUTH IeHeTHUECKHue ucciaenoBanus. He mpenocraBieHre HEOOXOIUMOTO
COTJIACHsI MOJKET MOBJIEYb 3a CO00M mTpad MK TIOPEMHOE 3aKII0UEHUE HA CPOK JIO OJTHOTO TO/1a.
3akoH OBLI HPUHST, B TOM YHUCIIE, MOCJIE CIIOPHOTO CyAeOHOro Jena C y4acTHeM YeJOBeKa,
KOTOpbI TaitHO TecTupoBai JJHK nouepu cBoeii ObIBIIEH KEHBI — B3SIB €€ )KEBATCIIbHYIO PE3UHKY,
yTOOBI JI0Ka3aTh, YTO OH HE OBbUI T€HETHYECKUM OTIOM peOeHka. [4] B nauwane 2005 roma
Oenepanbubli  KoHCTUTYUHMOHHBIM  cyn  ['epmMaHuMM  NOCTAHOBMI, YTO  PE3YJIBTATHI
HECaHKLMOHUPOBAHHBIX TECTOB HE MOT'YT CIIY’KUTh J10Ka3aTe€IbCTBOM B cyJe. VIcKk ObLI OTKIIOHEH,
TaK Kak CyJl YCMOTpEJ HapylIeHHe MpaB peOeHKa Ha HETPUKOCHOBEHHOCTh YaCTHOM KU3HHU.

Amnanoruunas 03a004eHHOCTh moOymwia ['‘eHepanbHOro mpokypopa ABCTpaluu Hu
MUHHUCTpA 3/1paBooxpaneHust ooparutbes B 2001 roay Kk ABCTpaMiickoli KOMUCCHH TI0 pedopMme
3aKOHOJATENbCTBA C IMPOCHOON MpEeACTaBUTh NHCbMEHHbIE PEKOMEHJALMU B OTHOIICHUU
HOpPMAaTHUBHOM 0a3bl, Kacaromieiicss reHeTuueckoil koHpuuennumansHocTH. Cpean  ero
OpUIMABHBIX  pEeKOMEHJalUuid ObIO  CO3/JaHHE HOBOTO  YrOJIOBHOTO  MPECTYILICHUS,
3anpeniaroniero coop u ananu3 JTHK 6e3 cormacusi ctopoH.

B 2008 rony aBcTpanuiickuii KOMMTET COTPYJHUKOB 110 TUIIOBOMY YIOJIOBHOMY IIpaBy 110
npock0e KOMHCCHU UM TPHU TMOJACPKKE AaBCTPAIHICKOTO MPaBUTENbCTBA MOATOTOBUI 124
3aKOHOMNpPOEKTa MpoeKkTa [5], rae KpUMHHAIU3UPYeTCcs cOOp, TeCTUPOBAHWE WM PACKPBITHE
FEHETUYECKON HMH(pOpMaluu JApyroro juna. Takue  MpaBOHAPYLIEHUS IPELyCMATPUBAIOT
TIOPEMHOE 3aKJIOYEHHE CPOKOM 10 JABYyX JeT. Kak u B OpUTaHCKOM 3aKOHOJATENIbCTBE, B
ABCTPAIUICKOM MOJENIN IPABOHAPYIIEHUS COCPEJOTOUYEHBI HA OTCYTCTBUU COIJIACHUS )KEPTBBI.

B CIIA 3akoHOIaTeNbHBIE HOPMBI HAlpaBICHbl Ha 3allUTy OT TI'E€HETHYECKON
JUCKPUMHUHALIMU B cepe 3aHATOCTU U METUIIMHCKOTO CTpaxoBaHus. PeepanbHbli 3aKOH peliaeT
3TH MPOOJIEMBI C TOMOLIBIO 3aKOHA 0 HEAUCKPUMHUHAIIMY TeHeTnueckoi nHpopmanuu 2008 rona
(Genetic Information Nondiscrimination Act of 2008, Pub. L. No. 110-233 — GINA).

OTOT 3aKOH 3ampeliaeT paboTojaTeNsiM YUUTHIBaTh T€HETHUYECKYI0 HH(OpMAIHio
yeJloBeKa MpH MPUHATHM pelleHud o HallMe Ha paboTy. Tak e 3amperaercss MEIUIUHCKUM
CTPaxOBBbIM KOMITaHUSM TpeOOBaTh TIE€HETHUYECKYI0 HH(OpManuioo. 3aKOH MpeaycMaTpuBaeT
IpaXJIaHCKHE CpeJICTBa MPaBOBOHM 3amuThl I (QU3MUECKUX JMI, a Takxke Tpeldyer
INPUHYAUTEIBHOTO UCIIOJIHEHUS 3aKOHA MUHUCTEPCTBOM TpyAa.

B CHIA, 3akoH mTara ANsCKH 3ampeniaer komy O0bl To HU Obuto cobupats obpazen JJHK
y nwmra, npoBoauth ananu3 JJHK obpasma, coxpansts obpasen JJHK wnm pesynbrarsl ananm3za
JHK, nnu pasrnamate pesyapTarsl aHanusza JHK, ecnn numo npenBapuTesbHO HE MOTYYHIIO
UH(GOPMHUPOBAHHOTO M MUCBMEHHOTO COTJIacus 3Toro juna. OHako, B OTJIIMYHE OT AJISACKH, Psil
JIPYTHX IITATOB HAIEJIEHbI TOJIBKO Ha ONPEEIICHHBIN BUJT HAPYLIEHU, HAIPUMEP, 3alpeT TOIbKO

Ha pacKpbITHE MH(OPMALIMK WM TOJIBKO HA aHAllM3 U PacKpbITHE, HO He Ha cOop. boree Toro,
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TOJIBKO IATh IITATOB XapakTtepusyroT kpaxy /IHK kak mpecrynHoe nesHue, 1a U TO JMIIb Kak
HEe3HAUUTeNbHOE MpaBoHapymeHue. [logasnsroniee OONBIIMHCTBO ITATOB HE KBATHU(PHUIUPYIOT
HECOTJIACOBAaHHBI cOOp uYenoBeYeCKWX TKaHed s menedt anammsza JIHK kak yromoBHoe
MIPECTYILJICHUE.

B Poccuiickoii @eneparinn 3aK0HOIATEHHOE PETYIMPOBaHHE OMoMaTeprala MPOUCXOIUT
B pamkax @DenepanbHOro 3akoHa «O NEpCOHANBHBIX TaHHBIX», TJIe JI0Oble OMOMaTepuabl
OTHOCSITCS K KaTErOpUM IIEPCOHAIBHBIX JAHHBIX YEIOBEKa.

JlaHHBIN 3aKOH UMeeT MPOo0eIT B YacTH 3alUThl HH(GOPMAIIMU O YeJIOBEKe, MOIYyYEeHHON U3
€ro reHoMa, KoTopasi 03BOJIsIeT U3BJIeUb O HEM JINYHbIE cBeZieHus. JJoHOpcTBO OMomarepuana, B
T.4. ¥ IOCMEPTHOE PETYIUPYETCS B COOTBETCTBUU ¢ DeniepanbHbIM 3aKOHOM «O0 0OCHOBAX OXPaHBI
310poBbs rpaxkaaH B Poccuiickoit ®denepanuun». [lpaBo cobupare U NPOBOIUTH aHAIU3bI
yMEpUIero 4ejoBeKa He YpPEryJupoBaHO, U OCTAETCSA 3a CyIeOHO-MEIUIIMHCKUM JKCIEPTOM.
Takxe cymectByor denepanbHblii 3akoH «O OMOMEAMIIMHCKHX KIIETOUHBIX MPOIYKTaxX» M
[Tpuka3 Munucrepcrpa 3apaBooxpaneHusi PO «O06 yrBepkneHnn TpeOOBaHUN K OpraHU3alud U
JEeSTEIIbHOCTH On00aHkoB». OHH PETYyIHPYIOT AEATEeIbHOCTh CUCTEMBbI OMoOaHkuHTa B PO, a
TaKKe coAepkKaT HeaopadOTaHHBIE MOMEHTBHI B YacTH CTaHIApTOB XpaHEHUs WHGOpMalUU U
pabote ¢ O6moobOpazuamu. OAHAKO HU B OJIHOM 3aKOHOJATEIILHOM aKTe HE OTpaHHYMBAETCS

BO3MOXHOCTb OCYHICCTBJIATH C60p, XPaHCHUEC U aHAJIU3 T'CHOMaA 4YCJIOBCKA 0e3 ero coryacus.

6. OcHOBHBIE  JJIEMEHTBI  COCTaBa  NPOTHBONPABHOIO  JesIHUS  NpPH
HECOIIACOBAHHOM MCIOJIb30BAaHNUH I'€HOMA

Onpenenenne kpaxu JAHK nomkHO KpuUMHHamuM3MpoBaTh HECOTJIACOBAaHHBIM cOOp U
a"Hamu3 JJHK Tperpumu nunamu. B cOOTBETCTBHHM € YTOJOBHBIM KOAEKCOM TOCYIapCTBa OH
JIOJDKEH 3allpellaTth: 1- cO3HATENbHOE M3BSTHE WIM XPAaHEHHE TEJIECHBIX MATEPHAIOB IPYroro
auna, 2- 6e3 coraacus, 3 - ¢ LeNblo aHAJIN3a UITH PACKPBITUS COAEPIKaIeNCcsl B HUX TeHETHYECKOM
uHpopmanuu. OnpeneneHue TaKoro MPEeCTYIUIEHUsI JOJDKHO ObITh JOCTAaTOYHO Y3KHUM U
OXBAaTbhIBaTh OOJBIIYI0 YacTh IOBEAEHHUS, KOTOPOE BBI3bIBAaeT OeCIOKONHCTBO. OCHOBHBIMHU
AJIEMEHTaMH MPEII0IaraéMoro OIpeIeIeH s Kpaku TeHOMa SIBJISIFOTCSL:

-IIpectynnoe [lesuue. Onpenenenue kpaxu JAHK nomxuo dokycupyercs Ha coope uimu
XpaHEHUU BOPOM TEJIECHOTO MaTepualia >kepTBhI. JIto0oe Oosee TOUHOE ompesesieHne 00bheKTa
XUIIEHUS, BEPOSITHO, OyJIET CIMIIKOM Y3KHM, MOTOMY YTO F'€HETHYECKHM aHaJlu3 MOXKET ObITh
IOpOBEIEH Ha OCHOBE OYEHb HEOOJBIIOr0 KOJUYECTBA TKaHEW uyelloBeka (HECKOJIbKO
MIUIHAPAHBIX J0JIell TpamMMa). MHorue oObIYHBIE MPEAMEThl MOTYT COZIEp)KaTh JOCTaTOYHOE

KOJIMYECTBO OMOJIOTMYECKOT0 MaTepHasa, CliocOOHOTo noaBepruyTbes aHanu3y JJTHK.
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-OtcyrcTBHE cornacusi. Bropol Kit04eBOM 3JEMEHT 3TO OTCYTCTBHE COIJIACHUS JKEPTBBI.
CymiecTByIonye 3aKOHBI IPYTHX CTpaH, kKacatomuecs tectupoBanus JJHK, doxycupyrores Ha
cornmacuu. YtoObl M30€kKaTh CIOKHBIX CY/JCOHBIX PEIICHUH B CIydyasX, KOTJIa COTJIACHUE MOMKET
OBITh HEKOHKPETHBIM (OCHapuMBaeMbIM) 3aKOH JIOJDKEH TpeOoBaTh WH(GOPMUPOBAHHOTO U
MUCHbMEHHOTO COryiacus B OOJBIIMHCTBE clydyaeB. Takoe TpeOOBaHUE MPEeIOTBPATUIO ObI HE
TOoNbKO TpuHyauTenbHbl coop JHK, HO m cOop myrem oOMaHa WM CKPBITHBIX CPEICTB
(HampuMmep, UCIIOJIB3YS IPEMET, HEAABHO UCIIOJIb30BAHHBIHN KEPTBOM ).

-ITpeqnamepennsiii ymbicen. Kpaxa JIHK nomkHa kacaTbes TOJIBKO T€X Cly4aeB, KOrja
noxututenb JIHK wu3Biekaer Ouosioruveckuid oOpasell ¢ KOHKPETHOM IIEbI0 aHaIHM3a
reHeTudeckoit nadopmarun. HenpeanamepenHoe nestHue He JODKHO MOMaaaTh MO ONpeaeIeHIe
IPECTYIICHUS.

C mnomolpl 3TUX [peajJaraeémblx 3JeMeHTOB 3akoH o kpaxe JHK nomken
pacmipoCTpaHATHCS Ha TeX, KTO HaMepeBaeTcs YKpacTb MMEHHO FeHEeTUYECKYI0 HH(opMaIuio, 0e3
M3JIUIIHEN HalleJIECHHOCTU Ha JPyTHUe BUABI KPaK, KOTOPbIE HE NPEACTABIISIIOT ONACHOCTH IS
TeHETUYECKOHM KOH(UACHIIUATIEHOCTH.

He crout 3a0biBaTh U O HEKOTOPBIX HCKIIOYEHHUAX, KOTOPBIC JOJDKHBI OTPaHHYMBATH
cynebHoe mpecienoBaHue. Bo-MepBbIX, HECOTTACOBAHHOE H3BSATHE TIE€HOMA JOJHKHO OBITh
IIPElyCMOTPEHO IS 11eJIel CBSI3aHHBIX C IPaBOOXPaHUTENIbHBIMU opraHaMu. [lonunus He 1oyKHA
omacaThCsl CyJIeOHOTO MpecieoBaHUs B ClydasX, KOTrjJla OHU cOoOuparoT Ouomarepuan 0e3
coracus IOJO03PEBAEMOI0 B XOJ€ 3aKOHHOIrO pacciefoBaHus. OJIHAKO, Kak M B CiIydae C
HOJHUIMEH, TaK U ¢ CyJAeOHBIMU pa3dupaTenbcTBaMu Mpolierypa cOopa U UCCIIe0BaHUS T€HOMA,
JIOJIKHA OBITH CTPOTO PETIAMEHTHPOBAHA 3aKOHOM.

HccnenoBanne reHoma B paMKax CyIEOHBIX pa3OMpaTenbCTB TakkKe JOHKHO OBITh
UCKIJIIOUEHO M3 o[ cyeOHoro npecieaoBanus. Cys1 MOXKET UMETh IpaBo HazHauuTh aHanu3 JJHK
BOIIPEKH JKEIAHUIO OJHON U3 CTOPOH.

Bo-Bropsix, npecrymnenue kpaxu JJHK nomkHO npusHaBarh sIBHOE MCKIFOYEHHE JUIS
3aKOHHBIX MEIUIMHCKUX MU MCCIEeI0BaTeNbCKUX eneld. UToOhl MpaBUIbHO JIEUNTh MalUeHTa,
Bpauy MOXeT moTpeboBaThcs coOparh W mpoaHanusupoBaTh JIHK manwmenTta, momarasce Ha
[0JIpa3yMeBacMoe coryiacue (B CiIydyae HEBO3MOXHOCTU IIOJYyYEHHUS TAKOrO COIJIacUs IO
COCTOSTHUIO 3/I0pOBbsI), @ HE Ha MHCbMEHHOE COrJlacue, KOTOpO€ B MPOTHBHOM Ciyyae
TpeOoBaIOCh ObI 3aKOHOM.

Touno Tak xe u3parue JJHK He nomKkHO MemaTh 3aKOHHBIM HCCIIEJOBAHMSIM I'€HOMA,
TaKUM KaK KpyHmHOMaclITaOHbIe MCCIIEOBaHUS OOIIECTBEHHOIO 3/IpaBOOXPAaHEHHsI, B KOTOPBIX

MCTOYHUK F'€HETUYeCKOW HH(OpMALIUK HE UIEHTU(UIIUPOBAH.
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7. Caenyer qu kBasaupuuuponarsh kpaxky JHK kak npecrynienue?

Kaxk ormeuanocs panee, JIMILIb HE3HAYUTEIBHOE KOJIUYECTBO FOCYAAPCTB IIPUHSIIO 3aKOHBI,
KOTOpBIE a) KacaroTcs cOOpa U aHaJIM3a 4y’>KOT0 F'€éHEeTUYECKOro MaTepuasa 06e3 coriacus Apyrux
JUI] ¥ b) MpeaycMaTpuBalOT HaKa3aHUE 3a TaKOe MOBEJACHUE B COOTBETCTBUH C YIOJIOBHBIM, a HE
I'paxxnanckum koaexcoM. M3 3Toit HeOOBIIONM IpyIITBI Bce cTpaHbl olleHuBaroT kpaxy JJHK kak
npocTynok. Yrto KacaeMO TpaguLMOHHOTO OIpPENEIEHUs BOPOBCTBA, TO IIOYTH BO BCEX
IOPUCIUKIUAX KPaXH KIacCU(DUIUPYIOTCS NO KpaiiHel Mepe Ha JBe KaTeropuu, Takue Kak
KpYIHbIE (TSDKKHE MPECTYIUICHHs) U MENIKUE KPa)Ku, OCHOBAaHHbIE Ha CTOMMOCTH YKpPaJE€HHOTO
npenmera. Ho B ciydae ¢ reHomMHON uH(boOpManuen AeHexHas CTOMMOCTh KpaKu HE CTOIb
oueBuHA. OLEHUTH LIEHHOCTh T€HETHUECKOW MH(OPMAIMH YeJI0BEKa HEJIETKO, HO MOCIEeICTBUS
Kpaku TeHOMa, HECOMHEHHO MOT'YT OBITh KpaifHe TsKeNbIMU. TakuM 00pa3oM, 3aKOHOIATEITLCTBO
MoskeT paccmarpuBath kpaxy JHK kak yromnoBnoe mpecrymienue. Kpome Toro, Heo6xoaumo
YUUTHIBATh, YTO C PA3BUTHUEM I'€HHOM HAYKH U TEXHOJIOTUN, HHPOpMAIIH XpaHUMasi TeHOM OyieT
CTAHOBUTBCS LICHHEE.

Kammduxarmms kpaku JJHK B yroioBHOM KOJEKCE MOXET MMETh PsJi MPEUMYIICCTB.
Camoe mpsimoe, To, uto Kpaka JIHK Oymer HanmexHee 3amuiuarh UL, Ybsl T'€HETHYECKas
uHpopManua Obuta coOpaHa M TpoaHANIM3MpOBaHA 0e3 WX coryacus. B kakoMm-To cMebIciie
OIpe/ieNIeHuE KpaXXu F€HOMa B YTOJIOBHOM KOJIEKCE IOCBIIAeT 0ojee MIMPOKUNA HOPMATUBHBIN
CUTHAJI O CEphE3HOCTH 3THUX HapylleHud. bornee crporuil 3amper Ha HeCOIrJIaCOBaHHBINA cCOOp U
aHaJIM3 TeHOMa 3acTaBUIM Obl HE TOJHKO MOTEHIHMAJIBHBIX BOPOB, HO U Jaboparopuu Ooiee
TIIATEIBHO KOHTPOJMPOBATh MCTOYHUK MPEAOCTABIEHHOIO T€HHOro Marepuana. Hampumep,
naboparopus OyAET He TOJIBKO OoJiee TIATEIbHO TPOBEPATH HAJTMUKE COTJIacUs Ha UCCIIEJ0BAHNE
JHK, HO u Oyzaer BbIOpaTh TOJIBKO T€ BHJABI T€HETHYECKOTO Marepuana, KOTOPBIM TPYIHO
HOJY4YUThb O€3 Coracusi, HalpuMep, CIHa B IPOOUpKe, a He JII000H 00bEKT, U3 KOTOPOT'O MOXKET

ObITh M3BIcUeHa JJHK.

8. 3akiroueHue

BricTpbie n3MeHeHus: OMOTEXHOJIOTHUI BKYIEe ¢ BEKOBBIMH Y€TIOBEUECKMMH MOTHBALIUSIMU
IIPUBEIIH K MTOSBJICHUIO JIETKUX BO3MOKHOCTEN JUIsl BTOP’KEHUS B YACTHYIO )KU3Hb UHIMBUIOB, YTO
BEJIET K HApPYIIIEHUIO OCHOBHBIX MpaB yenoBeka. B Poccutickoit denepanus cnoxuiach CUTyanus,
Mpu  KOTOPOW JCHCTBYyIOIIasi 3aKOHOJATeNnbHAs 0a3a HE OTPAaHWMYMBAET BO3MOXKHOCTH
OCYIIECTBJIEHUS cOOpa, XpaHEHUs U aHAIM3a TeHOMa YelloBeka 0e3 ero cornacus. FOpuanuecku
HEe KBATHM(PUIIUPOBAHO OTACIBHO TaKOe MOHATHE KaK Kpa)ka TCHOMa U HE ONpe/IeNIeHbl TPaHUIIbI

OTBETCTBCHHOCTH JIUI] 3a HECOITIAaCOBAHHOC HCIIOJIB30BaHUC 6H0MaTepHana.
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Takum o0pa3om, MOXHO caenaTh BBIBOJ, YTO 3aKOHojareidbHas 0a3a Poccuiickoit
Oenepanuu TpedyeT Oosee neTaabHON 10paboTKH, B TOM YHCIIE U B paMKaX YrOJOBHOTO IPaBa,
HaIPaBJICHHOW HA YPEeTYyJIUPOBAHHE BOIPOCOB UCIOJIB30BAHUS OMOMATEPUATIOB M B I[EJIOM HX
o0pallleHus, C y4eTOM UMEIOMICHCS MEXTyHAPOHON MPAKTHUKH.

['ocynapcTBO TOJDKHO HE TOBKO MOAECPKUBATH PA3BUTHE TCHETHYECKON HAyKH, HO TIPH
3TOM 0053aHO MPHU3HABATh TEHOMHYIO WH(POPMAIHIO KaK YaCTHYI0 M MAaKCUMaJIbHO OTPaHUYUTh

BO3MO>KHBIN BpCa YCJIOBCKA OT HC3aKOHHOT'O MCITIOJIb30BaHUs €ro rTCHOMHBIX JJaHHBIX.
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4.4. IIpo0J1eMbl peryJMpoBaHUs ITHYECKUX BOIIPOCOB KUTANCKOI0 0MO0AHKMHIA U IyTH

WX pa3penieHus

AnnoTanusa. OCHOBHOM 3a/1aueii OMOOAHKOB SABISIETCS cOOp M XpaHEeHUE OHoMaTepranoB
JUTSE TalbHeUuX uccneaoBanuid. C pocToMm npuMeHeHus OnodankuHra B Kurae, Tak e, Kak U BO
BCEM MHpE, BBI3BIBAIOTCS ATUYECKUE HEOMPEACTEHHOCTH B OTHOIICHWHM IpaB KIUEHTOB U
MAIMEHTOB, YTO JI0 CUX IMOp SBJISETCS IpeaMeToM auckyccuil. Kurtalickue 6mo0aHKU cO3qat0T
METO/Bl TOJACPKAHUSA STUYECKUX HOPM, KOTOpBIE CIIOCOOHBI HAWTH TNPUMEHEHHs 3a €&
npenenamu. Hacrosimas pabora moarorosieHa B paMkax nmpoekra PODU Ne 18-29-14054.

KuroueBble cjioBa: 6M00aHKHUHT, TEHOMHBIE Hccle10oBaHus, Kutail, KOMUTETHI 110 3THKE.
A.A. Kalinichenko
Problems of ethical regulation in chinese bio-banking and ways of its resolution

Annotation. The main objective of biobanks is the collection and storage of biomaterials
for the further research. With the increasing use of bio-banking in China, as well as throughout the
world, ethical uncertainties are caused regarding the rights of clients and patients, which is still the
subject of debate. Chinese biobanks are creating their methods for supporting ethical standards
that can find these technologies outside. This paper was prepared within the framework of the
RFBR project No 18-29-14054.

Keywords: biobanking, genomic research, China, ethic committee.

[Tpoexkt PODOU Ne 18-29-14054.

Ha mporsxenun nocnennux 30-tu et Kurail pacmmpsieT CBOM MCCIEA0BAaHUSA B TaKUX
o0nacTsX, Kak TeHEeTHKa M MEepCOHAJIM3UpPOBAHHAs MeIUIMHA. B CBs3m C 93TH pacTér
HEO0OXOUMOCTh PAaCIIUPEHUs] KOJMYecTBa M (QyHKIMOHaia 0a3, XpaHsmmx Ouomarepuansl. C
pOCTOM TNpUMEHEHHUs] OMOOAHKOB BO3HHMKAET HECKOJIBKO 3THYECKUX IMpoOsIeM, HampuMmep, BO
BpeMs cOopa M HCHOJb30BaHUS OOpA3LOB BBHI3BIBAIOTCS 3TUYECKHE HEONPEAETICHHOCTH B
OTHOILIEHHUH IPAaB MAIUEHTOB, U CIIPOBOLIMPOBAIN JUCKYCCHH B OOIIIECTBEHHBIX Kpyrax. [lepBbrit
KUTANCKUNA KOMUTET 0 MEIMIIMHCKON 3ThKe ObUT co3maH B 1991 roxy [7], mo BpemeHu yxe

OTCTaBaJ OT CKOPOCTH Pa3BUTHUS ATOU OTPACIIM B Pa3BUTHIX CTpaHax.
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Ha nannbiit MomenT B Kutae cymectBytor 6no0aHKH 10 ABYM OCHOBHBIM HaIPaBJICHUSM
WX Ha3HAUCHUS — KIMHUYECKOTO U HCCIEAOBATENILCKOTO XapakTepoB [8]. B cBs3u ¢ 3TuM ecthb
paznuyusi B ONPEACIICHUH W JAJbHEUIIEM pPa3pelieHUH HEKOTOPBIX 3TUYECKUX BOIPOCOB HX
NEeSITEIbBHOCTH, @ TAKXKE B OTHOILLIEHUH MPaB KIMEHTOB WJIH MallEHTOB.

N3nauvanbHo nepBbie 6nobanku B Kutae ObUM KITMHUYECKOTO Ha3HAUEHUS U OTKPHIBAIINCH
pU KaKUX-TMO0 METUIIMHCKHUX YYPEKICHHUAX. B OCHOBHOM HX IIefb — cOOp OMOMaTepHalioB C
MAIMEHTOB C OHKOJIOTUYECKUMH 3a00JI€BaHUSAMH, TaK KaK B HCCIEyeMOW CTpaHe BBICOKAs OIS
CMEPTHOCTH OT PAaKOBBIX 3a00JIeBaHMK (IPUMEPHO TPETh OT 00IIEero KoaudecTBa cMmeprei [13]).
Jns m3ydeHus: STUX 3a00JIeBaHWI Ha JaHHBIM MOMEHT (QpyHKuMoHupyeT Kurtakickuii 6moOaHk
Kadoorie (CKB). Ha npotsikennn 2004-2008 on cobOpain nanabie 6onee S00 ThICSY KUTANIICB U3
10 pernoHoB cTtpaHbl. OCHOBHBIMU COOPAHHBIMHM JI@HHBIMM OBLIM TEKYLIME HA TOT MOMEHT
buznueckue u3MepeHus, a Takke ornoMarepuai. B B3 co 3HAYUTENbHBIMU 00BEMaMH TaHHBIX
OCTPO BCTaJ BOMPOC 00 ITHKE UCTOIB30BAaHUS ITUX MaTepuanos. [jig Hanboaee KOMIETEHTHOTO
perynupoBanusi B KwuTae pa3BUBAlOTCS OpraHu3aliM, 3aHUMAIOILIMECS pPEryJIupOBaHUEM
ATUYECKUX MPOOJIEM B MEAULIMHCKUX U UCCIIEI0BAaTEIbCKUX MIpOLeccax.

Kuraiickue KOMUTETHI IO MEIUIIMHCKOM 3THKE Hadau cBo¢ pa3sutue ¢ 1991 rona [9]. B
3aBHCUMOCTH OT (YHKIIMOHANAa BBLACNSAIOT TPU TUNA KOMHTETOB MO JTHKE: KOMHTETBHI IO
meauuuHckon 3Tuke (MEC), nHCTUTYIMOHANIBHBIE KOHTPOJIbHBIE KOMUTETHI (IRB) 1 xomMuTETHI
no stuke B OonpHunax (HEC) [10]. B ocHoBHOM mpu Kaxa0d KpyNMHONW MEIUIIMHCKOW MU
OHMOJIOT0-UCCIIEeIOBATENILCKON OpPTraHU3alMd CYIIECTBYeT COOCTBEHHBI KOMHTET TIO JTHKE,
KOTOPbIN BO3IIIABIISIETCS] PYKOBOJAMUTENIEM 3TOW caMOil opranu3zanuu. B 3agaun KOMUTETOB BXOJIUT
KOHTpPOJIb 3a COOJIOJACHUEM JTUYECKHUX CTaHAApTOB, HOPMAaTHBHO-NPABOBOrO OOECIECYEHUsS U
MEXaHU3MOB peaU3alfH COIUATLHO-TYMaHUTAPHOTO COMPOBOXKICHHS pabOThl OMOOAHKOB.

Opnnako B HacTosiiiee Bpems B Kutae HET COOTBETCTBYIOIIMX 3aKOHOB M HOPMAaTHBHBIX
aKToB, chopMynupoBaHHBIX [OCynapCTBEHHBIM COBETOM, M HHKAKOTO MOIIHOTO 3aKOHa,
npuHATOro HarnmoHanbHBIM HApOJHBIM KOHTPECCOM ISl PETYIHPOBAHUSI DKCIMEPUMEHTOB Ha
monax. ECTh TONMBKO HEKOTOPBHIE BEIOMCTBEHHBIC TpaBwiaa U mosioxeHus[11]. Oto ogna u3
OPUYMH, TO KOTOPOW BO3HHMKAET TaK MHOTO MpoOJeM TMpU CO3JaHUM U IKCILTyaTaluu
Oouobankunra B Kwurae. VMcropuuecku, KOMHTETHI MO METUIIMHCKON STMKe B Kurtae Obutn B
OCHOBHOM OTBETCTBEHHBI 32 PACCMOTPEHHE ITHUYECKUX BOMPOCOB B KIMHUYECKHX HCIBITAHUSIX
JIEKApCTB ¥ KIMHUYECKUX UCCIeA0BaHUAX. DaKTUUECKH, OOJBITUHCTBO KHTAHCKIX KOMUTETOB 110
meaunuackoi yTrke (HEC) penko 3aHMManuch 3THYECKOM MPOBEPKO OMOOAHKOB.

OO6s3aTenbHOe  OOydeHHe OHOITHKE JODKHO TpoBoauThes i wieHoB HEC,
MEAMIMHCKOTO MEepCOHAaa U COTPYIHUKOB, HEMOCPEACTBEHHO PadOTAIOIMNUX B OMOMEIUIIMHCKUX

HCCICOOBaHUMIX. Cucremuas IMoATrOTOBKAa JOJDKHA BKIIFOYATh HAYYHBIE MCETOABI, 3THYECKHUEC
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MIPUHITUIIBEI, HOPMATUBHO-TIPaBOBYIO 0a3y W ocoOeHHocTH OmobankoB. Kpome Toro, MHTEepHeT
MOYET CTaTh yI0OHBIM KaHAJIOM 00Y4EHUS Il KOMUTETOB 110 3THKe. Hampumep, MoxxHO B r060€
BpeMs NIPOCMOTPETh MOCIEAHNN ToA0BOM 0T4ET CoBeTa Mo 3TUKE M YNPABICHUIO OpPUTAHCKUX
O6mo0aHKOB Yepe3 ero BeO-cait [12]. M3-3a OTCYyTCTBUS NepcoHaANA, 3aHUMAIOIIETOCS ATUKOU
6nobankoB B Kutae, 3T0 MOXXeT OBITH JIyYIIUM CIOCOOOM H3yY€HUS ITHUUYECKHUX BOIIPOCOB,
CBSI3aHHBIX C OMOOAaHKMHrOM. B KauecTBe OJHOTO M3 MHCTPYMEHTOB AJisi OOyUYEHHsI IepcoHalia
JAHHBIA croco0 yxe (GYyHKIMOHUPYET U MOXKET ObITh NPUBEAECH B KAUECTBE METOAA MOTYYCHUS
uH(pOpMallMM MO 3TUKE B OMOOAHKWMHIE [UIsi TEX OpraHu3aluil M Jake TOoCyIapcTB, HE
o0Jaiaonux Ha JaHHBIH MOMEHT JI0CTATOYHBIMU 3HAHUSIMU B 3TON 001acTH.

Taxoke (hakTopoM, MPENATCTBYIOUIMM TOBCEMECTHOE Pa3BUTHE M POCT HAI[MOHAIBHBIX
0100aHKOB, MO)KHO CYMTATh TOT MOMEHT, YTO B HACTOAIIEE BPEMsI MaJI0 U3y4eHO OOIIECTBEHHOE
MHeHHue 0 buobankax B Kurtae. PykoBoautenu 6M00aHKOB U KOMUTETOB IO MEIUIIMHCKOMN ATHKE
JOJKHBI HTH(POPMHUPOBATH HE TOJILKO CBOM MEPCOHAN, HO ¥ BCIO OOIIECTBEHHOCTH O TOM, YTO TaKOE
O01o0aHK, YTO OH MOYKET OOCCIIEUHTh, a TAK)KE YTO HACEJIEHHE MOJXKET CAeiaTh I OnoOaHKa.
OcBetoMIEHHOCTH 0OIIECTBEHHOCTH O OM0OaHKaX U MX TTOHUMaHKE OyIyT HECTH MPAKTUYECKYIO
M0JIb3Y HE TOJBKO B LIEJSIX YCTOMYMUBOTO Pa3BUTHS OMOOAHKOB, HO U /I KOMUTETOB I10 STUKE JJIs

pELICHUS STHYECKUX BOIPOCOB.
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4.5. AKTyajibHbI€ BOIIPOCHI PeryJMpoOBAHUS UCCIEJ0BAHNH reHOMA YeJI0BeKa B

MEKTYHAPOIHO-TIPABOBOM U CPABHHUTEIbHO-TIPABOBOM KOHTEKCTE

AHHoTaumMsA. B crartbe aHANM3UPYIOTCA HEKOTOPHIE AaKTYaJIbHbIE IPOOJIEMBI
pEryJIMpOBaHUS UCCIIEJOBAHUM T'€HOMA YEJIOBEKA B MEXKIYyHApOJHO-IIPAaBOBOM U CPaBHUTEJILHO-
MIPaBOBOM KOHTEKCTE. ABTOp oOOpalaeT BHUMaHHE Ha OOlue MNpoOJIeMbl MEXAYHAPOIHO-
MIPaBOBOTO PETYJIHMPOBAHMS TEHOMHBIX HCCJIEIOBAaHUM, YIeNss BHHUMAaHHE TaKKe BOIMpPOCaM
perylIupoBaHMsl HAy4HbBIX HCCIIEIOBaHUII NeHOMa 4YeJIOBEKa, BO3MOXKHOM KOMMeEpIHaINW3alluu
UCCJIEJOBaHUM FreHOMa YeJI0BEKa Ha OCHOBE aHaJIN3a KaK MEKIyHapOJHO-IIPAaBOBBIX aKTOB, TaK U
CPaBHHUTEIHHOTO aHAJIN3a HOPM HAIIMOHAIBHBIX 3aKOHOB B paccMaTpuBaeMon cdepe.

KiioueBble ci10Ba: TE€HOM, TE€HETHYECKHE HCCIEAOBaHUSA, MEXIAYHapOIHOE IPaBo,

CPaBHHUTEIHLHOE MTPABOBEICHUE.
S.V. Kosilkin

Topical issues in regulating human genome research in the context of international law and

comparative jurisprudence

Annotation. The article analyzes some urgent problems of regulating human genome
research in the international legal and comparative legal context. The author draws attention to the
general problems of international legal regulation of genomic research, paying attention also to the
regulation of scientific studies of the human genome, the possible commercialization of studies of
the human genome based on the analysis of international legal acts, as well as a comparative
analysis of the norms of national laws in this field.

Keywords: genome, genetic research, international law, comparative law.

1. Beaenne '*°

JlaBHO yXe cyry0o HaydHbIE MpOOJIEeMBl HE BBI3BIBAM TAaKOTO BCIUIECKA AMOIMH Yy
mupoKo myonuku, kak B 2019 rony. Bpaun, Ouonoru, rOpPUCTBI, MYOIHIMCTHI, MPOCTO
3aMHTEPECOBAHHBIE TPAXKIAHE IO BCEMY MUPY HAa BECbMa OTPAaHUYECHHOM MaTepUaIe HECKOJIBKUX

PICCJ'I@I[OB&HHﬁ, KakK IMpEACTaBJIACTCA, HE BIIOJIHE OTUYHBIX U €IIC MCHEC YCIICUIHBIX, O6CY)K}13J'II/I
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MEePCIEKTUBBI BO3MOYKHOTO HACJIEIyeEMOTO BMEIIATEIhCTBA B TECHOM YEJIOBEKA M €T0 MOCIEACTBUS
B CAMOM IIUPOKOM JIMATNIa30HE — OT ACXATOJOTUUYECKUX MpeCKa3aHui 1o oOenianui nanaueu [21].

[Toxanyi, U KpallHHE QIapMUCTbl, U KpalHUE IPOTrPECCUCTBI B CBOUX IPOTHO3AX
HECKOJIbKO MIPEYBEIIMYMBAIOT. TeM HE MEHE, K BJIaCTSIM MpeIep KallliM B Pa3HBIX KOHIIAX HAIIETO
KpPEMKO CBSI3aHHOTO CETSAMH KOMMYHHUKAIIMi MHpa BCe OOJIbIIIE MPUXOJUT OCO3HAHHUE
HEOOXOJMMOCTH MPABOBOTO PETYJIMPOBAHUS MCCIIECIOBAHUM, CBSI3aHHBIX C T€HOMOM 4YEJIOBEKa,
PYKOBOJCTBYSICH JUIS HaYalla cCaMbIM OOIITUM MPUHITUTIOM — «HE HaBpenuy». [IpencraBusercs, 4To
B JIAaHHOM CJTy4ae HaBPEAUTh MOKHO JIBOSKO — KaK IMPOBOJISI HE BIIOJIHE 0OOCHOBAHHBIC HAYYHO U
STUYECKH ONBITHI C 3MOpHOHAMHU YEJIOBEKA, TaK M TOTAJIbHO 3aIpelnas BCIKHE HUCCIEIOBaHUS
TaKoro pozja.

Hayunpiii ke aHanu3 TEHJAEHUIMW pa3BUTHS M OCHOBHBIX HHCTHUTYTOB HOPMAaTHBHO-
MIPABOBOT'0 PETYJIMPOBAHUS B IJAHHOM cdepe KaK pa3 MOXKET CIY>KUTb OJJHUM U3 CPEICTB, YTOObI
n30exarh KpailHOCTE! U BBIOPATh ONTHUMAILHBIN MyTh PAa3BUTHA.

K 2020 romy B Mupe HaKOIUIEH BIIOJHE JOCTATOYHBIM ISl aHalW3a HOPMATHUBHBIN
Marepuan. MexayHapoaHO-TIPaBOBOE PEryJMpPOBaHUE MPEACTaBIeHO kKak KoOHBEHIMS O 3amuTe
IpaB YeJI0OBEKa U YEJIOBEUECKOI0 JOCTOMHCTBA B CBSI3H C IPUMEHEHUEM JIOCTHIKEHUH OMOJIOTHH 1
meauiuHbl 1997 rona (Konsennueir OBbeno) [15] ¢ JoMOTHUTEBHBIME MPOTOKOJIAMU K HEH, TakK
M IEJIBIM PAJIOM PEKOMEHIATEIbHBIX aKTOB MEXIYHApPOJIHBIX opranu3anuii. Ha yposHe
HAllMOHAIBHOTO TIpaBa B Ps€ TOCYIAapCTB MPHUHATH CIENUATBHBIE 3aKOHBI, PETYIUPYIOIIUE
BOIIPOCHI TPABOBOI'O PETYIMPOBAHUS TE€HETMUECKUX HcciaeaoBaHui. Bmecte ¢ TeM, BHOJHE
€CTECTBEHHO, YTO PsJi BOIPOCOB B CYHIECTBYIOLIEM HOPMAaTUBHOM MACCHBE BBI3BIBAIOT CIIOPHI,
HEKOTOPBIC TIOJIOKEHUSI IPUHATHIX aKTOB JOMYCKAIOT HEOITHO3HAYHBIEC TPAKTOBKH, a IIEJIbIN Pl
po0JIEM 0CTAETCS HEYPETYITUPOBAHHBIM.

2. O0mme npodaeMbl MEKIYHAPOJHO-NIPABOBOI0 pPeEryJiMpOBAHUSI TE€HOMHBIX
HCCJIe0BAHUM

MexayHapoHO-TIPaBOBOE PETYIHMPOBAHNE T€HOMHBIX MUCCIIEIOBAHUM CETOIHS JAIEKO OT
YHUBEPCATHHOCTH KaK TEPPUTOPUATILHO, TaK M COAepKaTeabHO. ENMHCTBEHHBIN TOTOBOP B
paccmatpuBaemoii cepe — Boieynomsinytass Konseniuss OBbesio — npuHAT B pamkax Cosera
EBporbl, mpy 3TOM MHOTHE YJI€HBI OPraHU3allii B HEM HE y4acTBYIOT. HopmaTtuBHOE conepxanue
KoHBeHIIMU T0- CYIIECTBY OTpPaHUYHMBAETCS 3aKPEIJICHUEM HEKOTOPBIX — JACHCTBUTEIHHO
Ba)KHBIX, HO HE BCET/1a OJHO3HAYHBIX — MPUHIIAIIOB, U YCTAHOBJIEHUEM 3alPeTOB [4].

Tak, cornacHo ct. 2 KoHBeHIIUHU, HHTEPECHI U 0JIaro OTAECTBHOTO YeJI0BEeKa MPEeBATUPYIOT
HaJ MTHTepecamMu o0IIecTBa WM HAYKH — IMPaB/ia, HE COBCEM MOHATHO, Ha KaKHX BECaX MOTYT OBITh

B3BCUICHBI OTH ICHHOCTH.
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Cr. 3 KoHBEHIMM MNPOBO3TJIAIIAET PAaBHYIO IOCTYMHOCTh MEAMIMHCKONW TOMOIIH, U
TpeOyeT, YTOOBl CTOPOHBI, MCXOMsS W3 HUMEIOMIMXCS MOTPEOHOCTEH M pPEeCcypcoB, MPUHUMAIH
HE00XO0/IMMBIE MEpHI, HApaBJICHHbIE HA 00eCIIeYeHUE B paMKaX CBOCH IOPUCIUKIIUHN PaBHOM s
BCEX WICHOB O0IIECTBA JOCTYITHOCTH MEAUIIMHCKON MOMOIIH IPUEMIIEMOTO KaueCTBa.

CormacHo ct1.4 KOHBEHIIMM, BCSIKOE MEIMUIMHCKOE BMEIIATENIbCTBO, BKIIOYAs
BMEUIATEIbCTBO C MCCIIEOBATEIbCKUMHU LENISMHU, JOJDKHO OCYLIECTBIIATHCS B COOTBETCTBUU C
npodecCHOHALHBIME TPEOOBAHUSMU U CTAHAPTAMHU.

I'maBa BTOpas KoHBeHIMM MOCBSAIIEHA BOIPOCAM COTJIACHUS M 3aIlUTHI JIHUII, HE CIIOCOOHBIX
ero nath. ['1aBa TpeThs — 3alUTe YACTHOM JKU3HU U IpaBa Ha MHGOPMAIUIO O CBOEM 3/I0POBbE
KaXKJ0ro0.

BaxkHblil — 1 KPUTUKYEMBbIl CerofHs — NPUHLUI mnpoBo3riamieH B cT. 13 Konsenuuu,
COTJIACHO KOTOPOHM BMEIIATENBCTBO B F€HOM 4YEJIOBEKA, HAIMPABJIEHHOE HA €ro MOAU(UKAIHIO,
MOKET OBITb OCYIIECTBICHO JIMIIb B MNPOPHIAKTHUECKUX, JAUATHOCTUYECKUX WU
TEpaneBTUYECKUX LEJSIX U TOJBKO MPHU YCIOBUHU, YTO OHO HE HAIIPABJIEHO HA U3MEHEHUE F'eHOMa
HACJICTHUKOB JIAHHOTO YeJIoBeKa [4].

Takum o6pazom, ct. 13 [03BOJNSET B MPHUHIMIIE BMEUIATENLCTBO B I'€HOM YeNOBEKa,
HAIpPaBIEHHOE HA €r0 MOAU(PHUKALIMIO — HO OTPAaHUYHMBAET €T0 C OJHON CTOPOHBI, IENIIMU TAKOTO
BMEIIATENILCTBA, YTO CIPABEUINBO, HO JIOBOJIHHO 0010, IO CYIIECTBY, JIIOOOE BMEIIATEIHCTBO B
T€HOM MO3KET ObITh 0003HAYEHO OJIHOM MIJIM HECKOJIBKUMU U3 IEPEUUCIICHHBIX LIEJIeH, a ¢ Ipyroi —
IPSIMO 3alpeliaeT BMeNaTeIbCTBO, HallpaBJICHHOE Ha U3MEHEHHE FeHOMa HACJIETHUKOB JaHHOTO
yesioBeka. Ha cerosiHs uMEHHO BTOPOE OTrpaHUYEHHE MOXKET pacCMaTPUBATHCA C OJHON CTOPOHBI —
Kak Oappep Ha IyTH HEKOPPEKTHBIX M MPEXKJIEBPEMEHHBIX OSKCIEPUMEHTOB, I0JA00HBIX
00BsIBIIEGHHOMY KuTaiickuMm OnodusukoM X3 L[3sHbKYyeMm, [10] a ¢ apyroit — KpUTHKyeTCs Kak
MOTEHIIMATBHBIA TOPMO3 Ha IMIyTH HAYYHOTO mporpecca [7].

Kak yxe oTmMeuasnock B 1uTepaType o MeKAyHapoJHO-IIPaBOBBIM BOIIPOCAM, CETOHS IS
cdepbl MEXTYHAPOTHOTO PETYIUPOBAHUS T€HOMHBIX MCCIIEJOBAHUHM, XapaKTepHO MpeoliajaHue
aKTOB MATKoro mnpasa [6]. Bbicka3blBaoCch MHEHHE, YTO TAKOE€ IOJIOXKEHHE MO3BOJIAET MPOILE
(bopMynupoBaTh CTaHAAPTHI, HE OrPAaHUYMBAs CYBEPEHUTET TOCYIapCTB, X MPUHUMAIOIIHX [6].

Cpenn BakHEWIIMX aKTOB MATKOrO IpaBa JOJDKHBI OBbITh yNOMSIHYTHI BceoOmias
nexnapanus FOHECKO o rerome uenoBeka u npasax denoseka 1997 roga [16], MexnyHaponHas
nexnapanus FOHECKO o renmermueckmx nanHbix denmoBeka 2003 roma [17], BceeoOmas
neknapaiuss FOHECKO o 6uostuke n mpaBax genoBeka 2005 roxa [18], Pezomronua 9KOCOC
«['enernueckass KOHGUICHIIUATLHOCT, W HemuckpumuHanms» 2004 roma [19], a Taxke
pexomenaanuu CoBera MuHHUCTpOB CoBera EBpombl 00 ucciegoBaHUSX OHMOIOTHYECKUX

MaTepHuayioB yenoBeueckoro nmpoucxoxaenus (2006 roga, B penakuuu 2016 roga) [20].

P "
raac’,zfa?, https://www.rosnou.ru/
- - .-& 3

= [ o



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

Bwmecre ¢ TeMm, yxe ceiiuac ecTb OCHOBaHUE TojlaraTh, 4YTO Takas CUTyalllsl — HE HaBCET/a.
JlanbHeliee pa3BUTHE HAYKH C HEOOXOIMMOCTBIO TIOBJICYET BOSHUKHOBEHHE OTHOIICHUH, JIs
PEryIMpOBaHUs KOTOPBIX MOTPEOYIOTCS OoJiee Ompe/IeIeHHbIE 00Iue MpaBuiIa, ClIe0BaTEeIbHO,
Hac JKJIET MpOIEecC — BO3MOXHO, HE OBICTPBIH — IOPUAW3AMM W YHUBEpPCAIM3AINH B
paccmaTpuBaeMoii cdepe.

3. Bonpochl MeXIyHAPOJAHO-NPABOBOI0 PeryJiMpOBAHUSA HAYYHbIX T'€HOMHBIX
HCCaeT0BaHUM.

OnHMM M3 BaXKHEWIIHUX ACHEKTOB MPABOBOTO PEryJIMPOBAHUS M€HOMHBIX HCCIIEIOBAaHUM
YeJI0OBEKa SIBJISIETCS BOIIPOC O PETYIIMPOBAHUHA UMEHHO HaYyYHBIX UCCIICIOBAHUH — HE 0053aTEeIIbHO
HaIpaBJIEHHBIX Ha YJIy4YIlIEHUE 3J0POBbsI KOHKPETHOTO MAIMEHTa, HO TEM HE MEHEE, CIYKaIlluX
KO 0J1ary Ka)jaoro 4ejaoBeKa U 00IeCTBA B IIEJIOM.

B Koneenuun OBbenio 11aBa nsiTask ClielMalIbHO MOCBSIIEHA UX peryaupoBaHuio. Tak, ee
cTaThs 15 mMpPOBO3IIIAIIIAET, YTO HAayYHbIE HCCIEJOBAaHUS B O0JIACTH OWOJIOTUH M METUIMHBI
OCYIICCTBIISIOTCS CBOOOJHO TPH YCIOBUU COOJIIOJICHUS TOJOKeHUH KOHBEHIMH W Jpyrux
3aKOHO/IATENbHBIX JOKYMEHTOB, TAPAaHTUPYIOIIUX 3AIIUTY YEJIOBEKA.

CormacHo cr. 16, ucciaenoBaHUsT Ha JIIOJSX IPOBOJATCS TOJBKO IPH COOJIOICHHUH
CJHEAYIOLIUX YCIOBUM:

- HE CYUIECTBYET aJbTEPHATHUBHBIX METOJIOB HCCIICIOBAHHUS, COIMOCTABUMBIX IO CBOECH
s pexTUBHOCTH;

- PHCK, KOTOPOMY MO>KET OBITh MOABEPTHYT UCIILITYEMBIi, HE MPEBBIIIAET MOTEHIIUATBHON
BBITO/IbI OT IPOBEIECHUS TAHHOTO UCCIIEOBAHUS;

- MPOEKT MPEAJIaraeMoro UCCIIeI0BaHMS ObLT YTBEPKACH KOMIETEHTHBIM OPTaHOM I10CIIE
MPOBE/ICHUST HE3aBUCHMMOM OKCIEPTU3bl HAydyHOH OOOCHOBAHHOCTH TMPOBEACHUS JAaHHOTO
UCCJIEOBAHMS, BKJIIOYAash BAXKHOCTh €ro I1EJIM, U MHOTOCTOPOHHETO PAacCMOTPEHHUS €ro
MPUEMIIEMOCTH C ITUYECKON TOUKH 3PEHUS;

- JIUI0, BBICTYMAIOIIEE B KAYECTBE UCIBITYEMOTO, TPOUHPOPMUPOBAHO 00 UMEIOIIUXCS Y
HEro MpaBax U TapaHTHUAX, IPETYCMOTPEHHBIX 3aKOHOM;

- MOJYYEHO SIBHO BBIPAXKEHHOE, KOHKPETHOE MHChbMEHHOE corjiacue. Takoe coriacue
MOJKET OBITh OECIPEMSITCTBEHHO OTO3BaHO B JIFO00I MOMEHT.

CrannmapTel MPOBEJEHUS HAYYHBIX HCCIIEIOBAaHWM TeHOMa 4esioBeKa Oosiee MmoapoOHO
PaCKpBIBAIOTCS B PEKOMEHIAMMSIX MEKTYHAPOIHBIX OpTaHU3aIIHi.

Tak, cornacHo ct. 5 Mexaynapoanoi neknapanuu FOHECKO o reHeTnueckux JaHHbBIX
yenoBeka 2003 roga reHeTHYECKUE JaHHBIE YEJIOBEKa U MPOTEOMHBIEC JIAHHBIE YEJIOBEKa MOTYT
cobupatbcsi, 00padbaThIBaTHCS, UCIIOIB30BATHCS M XPAHUTHCS B MEJSAX: TUATHOCTUKUA U OKa3aHUs

MEIUKO-CAHUTAPHOW TOMOIIM, BKJIIOYas IMPOBEACHHE OOCICIOBAaHUN H TMPOTHOCTUYECKOE
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TECTUPOBAHUE; MPOBEICHUS MEIUIIMHCKUX M HAYYHBIX HCCIIEJOBaHHUM, CyaeOHON MEAMIIMHBI U
CyJIOITPOU3BOICTBA MO TPAKTAHCKUM, YTOJIOBHBIM U MHBIM JIeJIaM C YUY€TOM IMOJIOKEHUMN CTaThH.

Panee oTmeuaioch HECKOJIBKO BaXXHBIX aCMEKTOB B PEryJlMpoBaHUM jaekiapauuu [S] [6].
Tak, ecnu cornacue Ha MOJy4YeHHE TaHHBIX CHOPMYITUPOBAHO KaK MOJIHOE U 0€3yCIIOBHOE, CT. 16
Jexnapanuu 10MyckaeT BO3MOXKHOCTb HCIOJIb30BaHUs MH(POPMAIUHU ISl UHBIX MPABOMEPHBIX
ueneit. [Ipu 3ToM cornacHo cT. 17 nexnapanuu B ciiydae, KOT/ia IaHHbIe UMEIOT BaXKHOE 3HaUEHUE
JUISL LIeJied HayKH, OHHM MOTYT HMCIOJIb30BaThCs HE3aBHUCHUMO OT MOJIYYEHHOTO COTJiacus, HO Ha
OCHOBE 3aKJIFOUEHUSI KOMHUTETa MO ITHKE.

Jlexnapanusi BBOAUT KpUTEpUU OOE3IMYCHHON WM MEePCOHATU3UPOBAHHON HMH(OpMAIHUHU.
Kak oTmedasnock, COMIacHO NEKJIapaluu, MPeIIOYTHTEIbHEH OMepHpoBaTh ¢ 00E3TUICHHBIMU
JAHHBIMH, BMECTE€ C TE€M, B MEAMIMHCKMX M HAy4YHBIX LEJAX, KOrjJa 5TO OMNpaBIaHO
NOTPEOHOCTSIMU TaKUX HCCIENOBaHUM, JaHHBIE MOTYT OCTaBaThCA HEOTACNEHHBIMH OT JIWIIA,
KOTOPOE€ MOXET OBITh HJIEHTU(GUIMPOBAHO B KA4YE€CTBE HMX MCTOYHHUKA, TOJBKO €CIH 3TO
HE0OXOAMMO JIJIs1 TPOBEICHUS UCCIIeJOBaHU [6].

Pexomenpanuu Cosera munuctpoB Coseta EBporibl 00 nccineoBaHUsAX OMOJOTHYECKUX
MaTepuayioB dYeloBedeckoro mnpoucxoxacHus (2006 roma, B pemaknuun 2016 rompa)
YCTaHaBIMBAIOT, CpPEOU MPOYUX, CIEAYIOIIHE CTaHAapThl: OHMOJOTHYECKHe MaTepuasbl,
npeHa3HaYeHHBIC I UCTIOIB30BaHMs B OYIYIIUX UCCIEIOBAHUAX, JOKHBI XPAHUTHCS TOJIBKO
B CTPYKTYpHUPOBAHHOM BHU/IE; JOJKHO OBITh HA3HAYEHO JIUIIO W/WUJIH YUPEKICHUE, OTBETCTBEHHOE
3a cOop, U 3Ta MHbOpMAIUs NOJDKHA OBITH OOIIEAOCTYITHOM; MOMKHBI OBITh YKa3aHbl LIETU
KOJUIEKIIUH, YCTAaHOBIIEHBI MPOIIEIYPhI AJIs 1000# nepenadu Bcel Ui YacTH KOJIEKIINH, a TAKKe
JUISL 3aKPBITUSL KOJUICKIIMH; OHM JIOJDKHBI COOTBETCTBOBATH OPUTHHAIBLHOMY COTJIACHIO WIH
pa3pelieHnio; JOJDKHA CYIIECTBOBAaTh 4YETKas TMOJMTHUKA B OTHOUIEHWHW OOpaTHOW CBSI3H,
Kacarouleicss pe3yiabTaTOB, KOTOPblE MMEKT OTHOIIEHHE K 3/I0POBBIO JIIOACH, SBISIOMIMXCS
pPe3yIbTaTOM UCIONB30BaHUS MX OMOJIOTHUECKUX MaTePHAIOB, BKIIOYAs JIUII, KOTOPBIE, COTTIAaCHO
3aKOHY, HE MOTYT JaTh COTJIacHe.

4. Bonpocsl BO3MOKHOH KOMMEpPUHMAJIU3ALNUN HMCCICAOBAHUI IeHOMAa 4Yel0BeKa B
cBeTe MEeKAYHAPOJAHOI0 MpaBa

Curyanus c KoMMepIuaiu3aleil TeHOMHBIX UCCIIEI0BAHUM BBITIISIIUT CETO/IHS AAJIEKO HE
OJTHO3HAYHO.

C 0HO CTOPOHBI, YCTAHOBJIEH P MPSAMBIX 3anpeToB. Tak cornacHo cT. 21 KonBeHuuun
OBbe10 TENO YeN0BeKa U €ro YaCTU HE JOJKHBI KaK TAKOBBIE SIBIATHCS UCTOYHUKOM IMOTYYEHUS

(MHAHCOBOM BBITOIBI.
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AHanmornuHbIM 00pa3om, B cT. 4 BceoOmied nexmapaiiuu 0 reHOMe 4YeloBeKa M IMpaBax
YeJI0OBEKA 3aKPEIUIEH IPUHIMI, COIVIACHO KOTOPOMY IE€HOM YEJIOBEKAa B €r0 €CTECTBEHHOM
COCTOSIHUU HE JJOJDKEH CIYXUTh MICTOYHUKOM H3BJICUEHUSI JOXO/I0B.

OTu 6e3yCclOBHO BBICOKHE MPUHIIMIIBI OJHOBPEMEHHO 3BY4YaT HECKOJIBKO JIEKJIApATHBHO
MPUMEHUTEIHHO K TEHOMHBIM HCCIIeI0BAaHUSAM YenoBeka. JleiicTBUTeNbHO, HU TEJIO YeloBeKa Kak
TaKOBOE, HU €r0 OTJIEIbHbIE OPraHbl M TKAHU, HU CaM I'€HOM B LIEJIOM HE MOTI'YT HaXOJUThCS B
rpaXkITaHCKOM 000poTe, OBITh PEeAMETAMH KYIUIA-IIPOIaXKH.

Crnenyer MOMHHTH, YTO C TOYKH 3PEHHUS YacCTH aBTOPOB M cyaecOHoM mpakTtuku CIHIA
TEXHOJIOTMM U3MEHEHHsI FTeHOMa B IPUHIIMIIE TATEHTOCTIOCOOHHI [§].

Kpowme Toro, orpannueHus Ha u3BjIeYeHNUE (PUHAHCOBOM BBITOBI B MEXKIYHAPOIHBIX aKTaxX
3aKperIeHbl C U3BECTHBIMU OTOBOPKAaMU. 3aIlpellieHO U3BJIEKATh BHIMOY U3 TENa «KaK TAKOBOTOY
- ipu 3ToM uHpopManus — Hanpumep, o JIHK — yxe He sBnsieTcss «renom». Tak ke U TeHOM He
MOXKET CIIY’KUTh UCTOYHUKOM H3BJIEUYECHHUSI JOXOJI0B «B €CTECTBEHHOM COCTOSIHUMY». O3HayYaeT au
3TO, YTO B U3MEHEHHOM COCTOSIHUU — COBCEM JIPYroe /€0, U U3 U3MEHEHHUsS] T€HOMAa U3BJIEKATh
BbIrOy MOXHO? O4eBHMJIHO, YTO MPSMOT0 OTBETa HA 3THU BONPOCHI MEXKIYHApPOJHBIE aKThl HE
natoT. Bmecte ¢ Tem, Ob110 ObI HEBEPHO UTHOPUPOBATH (haKT OTPAHHMUEHHOCTH 3aIlpeTa.

5. Bopochl  peryiMpoBaHHMsi ~ T€HOMHBIX  HMCCJIeJOBaHUI  4YejoBeKa B
3aKOHOAaTe/IbCTBe 3apy0eskHbIX cTpaH u Poccun

Ha ceromnss B 1esnom psiie CTpaH HNPUHSATHI CIIEUAIbHBIE 3aKOHBI, B TOM WM MHOU
CTETEHHU IOCBSIIEHHBIE PEryJIHPOBAaHUI0 TEHOMHBIX HCCIEIOBaHUH, TMOO TECHO CBSA3aHHBIE C
HUMU.

OTH 3aKOHBI MO CYIIECTBY MOKHO Pa3JeJIUTh HA JIBE€ TPYIIbI: 3aKOHBI O T€HETHYECKHUX
uccieIoBaHusAX uenoBeka, kak B M3pawne [11], Benurpun [12] u Ucnanun [13], 1ubo, kak B
ctpanax CesepHoil EBpomnbl, HermocpeICTBEHHO 3aKOHbI 0 OnobaHkax [14].

Pa3nuna B moaxozax 3akitoyaeTcs B TOM, Ha YEM aKLIEHTUPYET BHUMAHUE PETYJIATOP: B
CTpaHax, Iie MPUHATO CIIEHUANbHOE 3aKOHO/IAaTENbCTBO 0 OMOOaHKAaX, )KECTKO OTPAaHUYUBAETCS
KpPYT CyOBEKTOB, MOTEHIMAIBHO JIOMYCKAaeMbIX K COOpY, XpaHEHHIO U 00pabOTKe KPUTHUUECKH
BOXHOH MH(pOpMAMM M MaHUMYIALUH C AoHOpaMH. Takyro IeATeNbHOCTh B 3THUX CTpaHax
OCYILIECTBIISIIOT OMOOAHKM, MOJyYalollue CIEeUHaTbHOEe pa3pelieHue, ACWCTBYIOIIUE B
OTpeAeNEHHBIX LIENAX, MO CTPOTMM HaJ30pOM IOCYAapCTBEHHBIX OpraHoB. B Tex xke cTpaHax,
/1€ IPUHATHI CHEHabHbIE 3aKOHBI O TEHETHYECKHUX UCCIIeI0BaHUIX YeTIOBEKa, OCHOBHOM aKIIEHT
pEryIrpOBaHUs IEPEHOCUTCS HAa OOBEKT — KaKue ACHCTBUS, HAa KAKUX YCIOBUSX, U B KAKUX IEJAX
MO’KHO COBEpPILATh IIPU MTPOBEIEHUU T'€HETUUECKUX UCCIIEJOBAHMSIX.

[Ipu >TOM NPUHLMUIBI PETYIUPOBAHUS OCTAIOTCS OAMHAKOBBIMHU, YTO B IEPBOM, YTO BO

BTOPOM TPYIIIE CTPaH.
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Taxk, nanmpumep, corsacHo 3akony M3pansis o renernueckoi nadopmaiuu, cratbs B [11],
JULEH3US Ha INPOBEJCHUE TIE€HETUYECKOIO TECTUPOBAHUS MOXKET OBITh IPEIOCTaBIICHA
MEIUIUHCKON 1ab0opaTopuu, P COOIIOACHUN COBOKYITHOCTH CIEAYIOIINX YCIIOBHIA: 3asSBUTEINh
ABJIAETCS pe3uieHTOM M3panns uim 3aperucTpupoBaHHOM Kopnopauueil B M3pauie; 3asBuTeib
TaKXe MMEeeT COOTBETCTBYIOLIME NMOMELIEHUS U 000pyI0BaHUE AJIsl MPOBEAECHUS T€HEeTHUECKUX
TECTOB, HU 3asBUTENb, HU TUPEKTOpP Ja0OpaTOpUM HE HMMEIOT CYIMMOCTH 3a COBEPLICHUU
IPECTYIUICHUHN; JTUPEKTOp Jab0paTopuu SIBISETCS MPAKTUKYIOLIIMM BPAadOM-T€HETUKOM WM B
cocTase JabopaTopuy paboTAIOT KIMHUYECKUN TeHETUK UIIN JPYrol MEAULIMHCKUI paOOTHUK.

AmnanorndHeiM 00pa3oM, B 3akoHe MciaaHauu mpsMo yKa3zaHO, 4TO OMOOAHKOM MOXKET
OBITH TOJIBKO HaIlMOHAJbHAsl OpraHu3anus (CT. 5 3aKOHA), COIJIaCHO 3aKOHY DCTOHUH, ['J1aBHBIM
oreparopom I'enHoro Oanka sBisiercs Tapryckuit yauBepcureT (maparpad 3 3akoHa), KOTOPBII
MOJKET  JeJIETUpPOBaTh  CBOM  IpaBa  HALMOHAIBHBIM  OpraHM3alysAM,  IOJyYUBIIUM
COOTBETCTBYIOLIlEe pa3pelieHue (maparpag 4), BO BceX 3aKoHax TpeOyercs MOdydyeHue
HAI[MOHAJIbHON JIMIIEH3UH UM UHOTO Pa3peLICHMUS.

Bo Bcex mpHHATHIX 3aKOHAX, Oyb TO 0 OMOOAHKAX MM O TEHETHYECKUX MCCIIETOBAHMSIX,
IIPOBEJECHBI MEKIYHAPOIHO IIPU3HAHHBIC INPUHLMIBI, TAKHE KaK: yBa)KCHUE YEIOBEYECKOIO
JIOCTOMHCTBA, IpaB 4YEJIOBEKa M OCHOBHBIX CBOOOJ; IPABOMEPHOCTh LieJel HCCe10BaHMs,
IpeJIBapUTENbHOE, CBOOOJHOE U SICHO BBIPAXKEHHOE COIVIACHE 3aMHTEPECOBAHHOIO JIMLA,
KOH(UIEHIIMATIBHOCTb, HEIUCKPUMUHAIHS.

Taxkum 0Opa3oM, MOXKHO YTBEP>KAATh, YTO IO BOIPOCAM PETYIUPOBAHUS UCCIIEAOBAHHM
F€HOMa 4YeJOBEeKa B LEJIOM pANE CTpaH — TPEXAE BCEro, EBPOINEHCKHX, Ha OCHOBE
MEXIYHapOJHBIX aKTOB M HAaIlMOHAJIBHOI'O 3aKOHOJATENbCTBA c(pOopMHUpOBaiach onpeaeeHHas
perynsiTopHas MaTpHlla, KOIJa HE3aBUCUMO OT 3aKOHOJATENbHBIX AaKIEHTOB M IOIXO0/0B
chopMynMpoBaHa TMPUHLUUIHUAIBHO YHU(UIMPOBAHHAS Mepa JOJDKHOIO IOBEAEHUS, 4YTO He
UCKJTIOYAET, pPa3yMeeTcs, HALlMOHAIbHBIX 0COOEHHOCTEH B YaCTHOCTSIX.

B Poccuiickoit deneparu cutyarusi 00CTOUT HECKOJIbKO MHBIM oOpa3zoM. Poccuiickuit
nonxoJ panee — Harpumep, B [locranosnenne ECITY ot 27.08.2015 "leno "Ilappuiio (Parrillo)
npotuB Utanun" — xapakTepu3oBaiics Kak «He3alpeTuTenbHas npaktuka» [22]. Ilpencrasnsercs,
YTO TaKOE ONpeAeJCHHE BEPHO JIMIIb OTYACTH — HEOOXOJUMO OTMETHTh, uTo ¢ 2016 roxa
MPOU30UIEeNT P H3MEHEHHH B POCCHUHCKOM 3aKOHOJATENbCTBE, B YACTHOCTH, OBLI MPUHSAT
®enepanbubiii 3aKk0H N 180-D3 "O 6moMeAMITUHCKUX KJIETOYHBIX MPOAYKTaX'", AEHCTBYIOIIUH C
u3MeHeHusMu 2018 rona, cymecTBeHHBIM 00pa3oM 3allOJHUBIINN NPaBOBbIE JIAKYHBI B JaHHOM
obmacrtu [1].

[Ton OGMOMETUIIMHCKUM KJIETOYHBIM MPOAYKTOM B 3aKOHE, B YaCTHOCTH, MOHMMAETCS

KOMIIJICKC, COCTOHHII/Iﬁ W3 KJIIETOYHOM JIMHUH (KJ'IGTOLIHBIX J'H/IHI/If/'I) 1 BCIIOMOTaTCJIbHBIX BECIIECTB.
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Taxkum 006pazoM, ¢ OJTHOM CTOPOHBI, TOYTH JIFOOOH pe3ybTaT TeHHOW MOAM(HUKAIIMKN YEIOBEKa C
ucnonbs3oBanueM texHomoruu CRISP/Cas9 moxer ObITh moaBeneH mon 3T1o ompenencaue. C
JPYToii CTOPOHBI — COTJIACHO CT.1 3aK0Ha OMOMEIIIMHCKHE KJICTOYHBIE TPOAYKTHI PETHA3HAYCHBI
UCKITIOYUTENBHO U1 NPOQUIAKTUKY, JUATHOCTUKM W JIeYeHUs 3a00JIEeBaHUN WIIM COCTOSHUMN
NalueHTa, COXpPaHEeHUs OepeMEHHOCTH U MEIULMHCKON peabunurtanuu nanueHta. CoriacHo
yacTh 2 CT. | JaHHOro 3aKkoHa, €ro JAEWCTBHE HE PpacHpOCTPAHAIOTCS Ha OTHOILEHMS,
BO3HHKAIOIIME MPU OOpalleHNH KJIETOK M TKaHeW 4eloBeKa B HAYYHBIX U 00pa3oBaTEIbHBIX
LEJISIX.

Takum oOpa3oM, BONPOCHI T'€HETUYECKOTO TECTUPOBAHMSI B HEMEIUIIMHCKUX LEJSX,
HayYHbIE UCCIICIOBAaHMS B chepe reHoMa YesIOBeKa OCTAIOTCS B POCCHIICKOM 3aKOHOAATEIbCTBE
HEJ0CTAaTOYHO yperyJIMpOBaHHBIMU.

[IpencraBisieTcs, 4TO Ha Hay4yHble UCCIENOBaHUS B cdepe TeHoMa  OTYacTH
pacnpocTtpansiercsa npuHATHIN eme B 1996 rony B ®@enepanbublii 3akoH "O rocy1apcTBEHHOM
peryaupoBaHUU B OOJACTH T€HHO-UHXEHEPHOU AesATeNbHOCTH" [2], KOTOpPBIM YCTaHOBIIEHBI
OPUHLMIBL (CT. 5) N€HHO-UHXEHEPHOM AESITENbHOCTH, K KOTOPbIM OTHECEHBl 0€30IacHOCTH
bu3nYeCKUX JHI U OKpYKarolel cpeabl; 0e30MacHOCTU KIMHUYECKUX HCIBITAHUNA METOJOB
TEeHOJUArHOCTUKU M TE€HHOM Tepamuy Ha YpOBHE COMATHYECKHX KIIETOK; OOIIEeTOCTYIMHOCTH
CBEJICHUM O 0€30M1aCHOCTU T'€HHO-WHKEHEPHOH AESITeNbHOCTH; TOCYJapCTBEHHON perucTpaunuu
TeHHO-UH)XEHEPHO-MOAU(DUIIMPOBAHHBIX ~ OpraHu3MoB. (OJHaKo, JaHHOTO pEryJIUpOBaHUs
CETO/HS SIBHO HEAOCTATOYHO.

B ®enepanbHoM 3akoHe «OO0 OCHOBax OXpaHbl 370pOBbs TpaxaaH B Poccuiickoit
®enepanun, cT. 36.1. yperyaupoBaHbl OCOOEHHOCTH MEIMIIMHCKON MOMOIIH, OKa3bIBAa€MOU B
paMKax KIMHUYECKOH anpobaiuu, NpeJyCMOTPEHbI HATMUNE 3aKJIIOUEHUHN 3THYECKOT0 KOMUTETA
U SKCIIEPTHOTO COBETa YHNOJIHOMOYEHHOTO (e/lepalbHOro OpraHa MCIOJHUTEIbHON BiacTH [3].
OTHYeCKU KOMMTET BBIHOCUT 3aKJIIOUYEHHE 00 3THYECKOHl OOOCHOBAaHHOCTH BO3MOXKHOCTHU
NPUMEHEHHS COOTBETCTBYIOIIMX METOJIOB M COIJIACYET MPOTOKOJI KIMHMYECKOH ampoOanuu.
OKCHEepTHBIM COBET JaeT pa3pelleHHe Ha OKa3aHWe MEAMIIMHCKOW MOMOIIM B paMKax
KITMHUYECKON ampoOaiuu.

YcnoBueM nansi ydacTus TaIlMeHTa B KIMHHYECKON ampoOaiuu sBISETCS HAUYHe
MH(OPMUPOBAHHOTO JTOOPOBOJILHOTO COTJIACHSl COBEPIIEHHOJIETHErO JeeClOCOOHOT0 MalleHTa.
[Tpu 5TOM B KIMHHUYECKOH anpoOaluy MOTYT Y4acTBOBAaTh U HECOBEPIICHHOJIETHUE MAlUEHTHI, U
MAIUEHTHI, MPU3HAHHBIC B YCTAHOBJICHHOM 3aKOHOM TMOPSIKE HEAEECIIOCOOHBIMH, - IPH HATTMYUN
UH(GOPMHUPOBAHHOTO JTOOPOBOJILHOTO COTJIaCHsS OJHOTO W3 POAUTENICH WM MHOTO 3aKOHHOTO

NpeacCTaBUTECIIA.
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6. 3akirouenue

OueBUAHO, YTO UMEIOIIMECS IPABOBBIC JIAKYHBI JOJDKHBI OBITH 3aKpBITHL. TeopeTnuecky,
BO3MOXHBIMHA HpeI[CTaBJISIIOTCSI aBa nyTH — JII/I6O HpHMOfI 3anpeT TCHCTUYCCKUX I/ICCHCILOBaHI/Iﬁ B
WHBIX, YeM MEIUIIMHCKHE, IeJISIX, Hay4dyHbICE HCCICIOBAaHUSA B JaHHOM Cllydae MOTYT OBITh
00BEIMHEHBI C MEAMIIMHCKUMHM, KaK 3TO clejaHo, Hampumep, B ['epmanun [9], mubo, 4to Ha
B3IJISA]] aBTOPA, IPEANOYTUTENIbHEE, HA OCHOBE MMEIOUIEHCS HOPMATUBHOM 0a3bl yperyimpoBaTh
BOHpOCBI TCHECTUYCCKOT'O TeCTI/IPOBaHI/ISI, HaquBIX I/ICCJIGILOBaHI/If/’I B C(bepe I'€HOMHKH, C

MCIIOJIb30BAHUEM YK€ MPUMEHSIOIIUXCS MTOAX0A0B U MEKTyHAPOIHBIX CTaHIapPTOB.
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Kyobimkun Anekceit Bukroposuy!!?

AnBokarckas rpynna «CankraJlekc»

Poccusi, MockBa

4.6. Bansinue coBpeMeHHbIX BbI30BOB Ha (OPMYJIMPOBaHHE HEKOTOPBHIX IOPHIUYECKUX

NMOHSATHI B cepe penpoayKIIUU YeJI0BEKA

AnHoTanusa. Ha ocCHOBe CpaBHUTEIHLHO-TIPABOBOTO aHAJIH3a, & TAKIKE OOIIUX MMOJIOKCHHIA
TEOpPUH TpaBa PACCMATPUBAIOTCS MOAXOJbl K CHUCTEME IOHSTUN IMPABOBOIO PEryJIUpOBaHUS
TeHOMHBIX HCClIeoBaHUil B cdepe penpoAyKIHMH uyenoBeka. PaccMaTpuBaercs BIIMSHUE
COBPEMEHHBIX BBI30BOB, CBSI3aHHBIX C Pa3BUTHEM HAayKH U TEXHOJOTHI Ha (opMyTupoBaHUE
MOHIATHIA B yKa3zaHHOW cdepe. CTaBsATCS BOMPOCHI MO COBEPIICHCTBOBAHHWIO MMOHITHIHOTO
anmapara B yKa3aHHOW cdepe. AHAIM3UPYIOTCA MOAXOABI K (HOPMYIMPOBAHHIO HEKOTOPBIX
MOHSITUI B yKa3aHHOMU cdepe.

KuiroueBble cioBa: penpoiyKiusi 4YeJIOBEKa, T€HOMHBIE MCCIIEOBAaHUs, IPAaBOBOE
peryaupoBaHue T€HOMHBIX HUCCIEIOBaHUM, CPABHUTEIHLHO-TIPABOBOE MCCIICOBAHUE, TTPUHITUIIBI

IIPaBOBOI'0 PETYIUPOBAHUSL.
A.V. Kubyshkin

Influence of modern challenges on formulation of concepts in the field of human

reproduction

Annotation. Based on comparative legal analysis, as well as general provisions of the
theory of law, approaches to the system of basic concepts of legal regulation of genomic research
in the field of human reproduction are considered. The influence of modern challenges associated
with the development of science and technology on the formulation of concepts in this area is
considered. Questions are raised on improving the conceptual apparatus in this area. The
approaches to the formulation of some concepts in this area are analyzed.

Keywords: human reproduction, genomic research, legal regulation of genomic research,

comparative legal research, principles of legal regulation.

[TpoexT PODOU Ne 18-29-14054 Mk
s hopMHupoBaHHS TMONTHOIEHHOTO MPABOBOTO PETYIUPOBAHUS B KaKOW-THOO cdepe

NepBOHAYAIbHO HEOOXOAUMO YETKO ONPEAETUTHCS C MOHATUSAMHU, KOTOpbIe OyAyT GUTypUpOBaTh
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B HOPMAaTMBHBIX [PABOBBIX AaKTaxX, IOCBSLIEHHBIX PpEryJIUPOBAHUIO COOTBETCTBYIOIIHUX
0OI11IeCTBEHHBIX OTHOIIECHUH, a TAKKE UCIOJb30BaThCS B JOKTPHUHE.

dopmupoBaHUE MOHATHIHOTO arapara He0OX0AUMO JIJIsl 00eCIIeYeHHsI OTPEACIICHHOCTH,
TOYHOCTH, OJIHO3HAYHOCTH IPABOBOIO PETYJIUPOBAHUS COOTBETCTBYIOIIMX OOIIECTBEHHBIX
oTtHouieHuii. Hayuno o60cHOBaHHBIE 1 4€TKO C(HOPMYITHPOBAHHBIC TOHATHS 33JaI0T HAIIPaBJICHHE
pEeryJIMpoBaHusl KaK B MO3UTHUBHOM IIPaBE, TAK U B JIOKTPUHE, a TAKKE OMNPEACIIAIOT I'PAHUILBI
TAKOTO PEryJIUPOBAHUSL.

[Tocneanue rofpl XapakTepU3yIOTCS UYpPEe3BbIYAHO OYypHBIM Pa3BUTHEM TEXHOJOTHH B
cdepe reHOMHBIX UCCIIEIOBaHUM, UTO OOBEKTUBHO 3aTparuBaeT chepy MpaBoOBOro PeryIupoBaHus
U, B CBSI3H C 3TUM, TIpH POPMYITUPOBAHUY TOHITHI B YKa3aHHOU chepe HEOOXOIMMO YUUTHIBATH
3TU COBPEMEHHBIE BBI3OBBI.

Cpenu BBI30BOB HEOOXOJMMO OTMETUTh CTaBIIYID PEAIbHOCTHIO BO3MOXKHOCTh
peaaKkTUpPOBaHUs FT€HOMA C UCIO0JIb30BaHUEM, Haripumep, TexHoaoruu CRISP-Cas9, Bo3MOXKHOCTB
pealr3auuy  METOJIOB MHUTOXOHAPHAIBHOM 3aMECTUTEJNIBHOM TEpalmud U HCHOJIb30BAHHE
YKa3aHHBIX METOJOB HA MPAKTHKE, BO3MOKHOCTh TaK Ha3bIBAEMOW MHTPALUTOILIA3MaTUYECKOMN
UHBEKIIUH MY>KCKHX TMOJIOBBIX KIJIETOK, BO3MOXXHOCTh HCCIEAOBAaTh 3MOPHOHBI Ha MpPEaMET
HAJIMYUS TEHETUUECKUX 3a00JIeBaHUM, OTHOCUTENIbHAS PACTIPOCTPAHEHHOCTh IOHOPCTBA MYKCKUX
MOJIOBBIX KJIETOK, SIMIEKIIETOK, SMOPHOHOB U HCIIOJIH30BAHMS COOTBETCTBYIOIIUX KIJIETOK BO
BCIIOMOTATEJIbHBIX PENPOAYKTUBHBIX TEXHOJIOTHSIX.

JIrobo¥t W3 yKa3aHHBIX BbIIE (AKTOPOB TMOPOXKAAET OONBIIOE YHUCIO OPHUAUYECKHUX,
MOpAaJIbHBIX, 3TUYECKUX BOIPOCOB, ITOJHOCTHIO OCBETUTH KOTOPBIE B PAMKax HACTOSILIEH CTAaTbU
HE TIPEACTABIIAECTCS BO3MOXKHBIM. B CBSI3M ¢ 3TUM, OCTAaHOBUMCS JIMIIb HA HEKOTOPBIX aCHEKTax,
XapaKTEePU3YIOLIUXCs, Ha HAIll B3TJISAI, 0COOON aKTyalbHOCTHIO. B pamkax HacTosIieil cratbu
MPEJICTaBISIeTCST BO3MOKHBIM OCTAHOBUTBHCS Ha OMNpEACNIeHUU TMOHATHS JOHOpa B cdepe
PENpPOAYKLIMH YEJIOBEKa U NPEANPUHATH IMONBITKH OYEPTUTH €r0 IPABOBOM CTATYC, a TaKKe
OCTAHOBHUTBHCA HA TECHO CBSI3aHHOM C IMOHATHEM JOHOPA MOHSITHEM POAMUTEILCTBA, KOTOPOE B
CBETE€ COBPEMEHHBIX BCIIOMOTATEIBHBIX PEMPOJYKTUBHBIX TEXHOJIOTHH TMpHOOpeTaeT BechMa
HEOJHO3HAYHBIN XapaKTep, YTO SABIIAECTCS MPEIMETOM JETAIBHOTIO U3YUEHUs KaK B TEOPUH, TaK U
B IIPAKTUKE HE TOJIBKO FOPUINYECKON HAYKH.

IOpunnueckre MOHATHS, KaK MpaBWio, (GOPMYIUPYIOTCS Ha OCHOBE CYIIECTBYIOIINX
MOHSATUH, TEPMHHOB, KOTOPHIC HCIIOJB3YIOTCS HEMOCPEICTBEHHO B COOTBETCTBYIOIIEH cdepe
oOmiecTBeHHBIX OTHOIIEHUH. [I[puMeHNTENsHO K cepe PenpoIyKIIMU YeT0BeKa He 00OUTHCH Oe3
UCTIONb30BAaHUsI, B TOM YHCIIE U CICUUATBHBIX MEAUIMHCKHUX, OHOJOTMYECKHX TEPMHUHOB,

OTPaXKAIOMIUX CHEU(DUKY COOTBETCTBYIONTUX OOIIECTBEHHBIX OTHOIICHHA.
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IIpn onpeneneHnn NOHATUH, MOXKHO TPEMIOKHTH  CIECAYIOIIYKD  CTPYKTYpY,
KJIACCU(PUKAIUIO:

- IOHATHUSA, CBSA3aHHBIE C CYOBEKTaMH, BOBJCYEHHBIMH B  COOTBETCTBYIOLIHE
0O0I11€CTBEHHbIE OTHOIIECHUS;

- IOHATHUS, KOTOPBIE ONPEEIIAIOT OOBEKTHI (IIPEIMEThI) OOIIECTBEHHBIX OTHOILICHHIA;

- TIOHATHS, CBA3AHHBIE C MPOUCXOMALIMMHU B COOTBETCTBYIOIIEH cdepe 0OmecTBEHHBIX
OTHOLLIEHUH ITPOLIECCAMY;

- crienupUUecKue IOHATHS, OTPAXKAOLI[1e METOIUKU U TEXHOJIOTHHU, pean3yeMsle B chepe
OO0I1€CTBEHHBIX OTHOLLIEHUH, CBI3aHHBIX C PEIPOAYKIMEH YeI0BEeKa.

Baxno, 4TO oOmpenereHHe TMOHATHUH, CBA3AHHBIX C CYOBEKTaMH M OOBEKTaMHU B
JAJIbHENUIIIEM UMEeT OOJIbIIOE 3HAUEHUE JUIsl OTIPEIENIEHUS IPAaBOBOIO CTATyCa COOTBETCTBYIOIINX
CyObEKTOB M OOBEKTOB, YTO TOXKE HIpaeT OOJIbLIYI0 pojib A (HOPMUPOBAHHUS IPABOBOTO
PEryJINPOBAHHUS.

OdeBHIHO, YTO CYOBCKTHI B YKa3aHHOH cdepe MOXHO pa3JeiuTh Ha JABE OOJbIIHC
IPYIIbI — 3TO MEIUIIMHCKUE PaOOTHUKH, & TAKKE UHbBIE CYOBEKTHI.

Bosbliyro rpymnny MHBIX CyOBEKTOB COCTaBISIOT JOHOPHI (OMOJOrMUECKOro MaTepuana,
IOJIOBBIX KJIETOK, TKaHed). B 3akonomartensctBe Poccuiickoit ®Penepauuu coaepx uTCA
olpejiesieHue JIoHOpa OWOJIOTMYECKOTO MaTepualia, KOTOPBIM OIpeAesseTcsl Kak 4YeJIOBEK,
KOTOpBIM MpHU KU3HU MPEAoCTaBUI OWOJIOrMYECKUN MaTepuai, WU YeJIOBEeK, y KOTOpOro
OMoNIOTHYeCKU MaTepuas MOJIy4eH Iocje €ro CMepTH, KOHCTaTMPOBAHHOW B MOpSJKe,
YCTaHOBJIICHHOM 3aKoHojaTenbcTBoM Poccuiickoir ®enepanuu [6]. Tem He wMeHee, 3TO
onpejesieHue NPUMEHUMO TOJbKO K cdepe, CBSI3aHHOW C OMOMEIUIMHCKUMHU KJIETOYHBIMU
IPOAYKTaMHU, PETyIUPYEMOM COOTBETCTBYIOIIMM 3aKOHOM, KOTOPBIM HE pacIpoCTpaHseTcs Ha
OTHOLICHHUSI, BO3HUKAIOLIVE IIPU UCIIOJIb30BAHUH ITOJIOBBIX KJIETOK Y€JI0BEKa B LIETISAX IPUMEHEHUS
BCIIOMOTaTEJIbHBIX PENPONYKTUBHBIX TEXHOJIOTHH, a TAK)KE€ HA OTHOILICHHS, BOZHHUKAIOIINE NIPU
oOpallleHnn KJIETOK W TKaHEeW ueloBeKa B HAyuyHbIX M 00pa3oBaTelbHBIX LEIIX [6].
[IpuMmeHuTenbHO K cdepe penpoayKIUU YeOoBeKa MOHITHE TOHOPA MOMJIEKHUT YTOUHEHHIO U
pa3BUTHIO, T.K. TMPABOBOM CTaTyc JOHOpa B cdepe pPenpoAyKIUH YeIOBEKa CYIIECTBEHHO
OTJIMYAETCA OT CTaTyca JOHOpa APYTruX OMOJOTMYECKHX MaTepHasoB.

[lonsiTe nOHOpa Kak JMIA, MPEIOCTABHBILETO CBOM PEMPOIYKTHUBHBIE KIETKU IS
MEAMIMHCKUX LEeJNeH M0 CYyTH JOBOJBHO PaclpOCTPAHEHO B 3apyOexkHBIX MPaBOBBIX akTax [13]
[14] [18]. Ho Tem He MeHee, B KaKJIOM CIIy4ae MMEIOTCS pa3IMuHble BApUAHTHI ONPEACICHUN, B
KOTOPBIX JIETAI0TCS aKLEHThI HA Pa3/INYHbIE ACTIEKTHI.

Taxk, nHannpumep, B Benmukobputanuu, B Perimamente o packpbITuu HH()OpMAIUK O JJOHOPE

2004 No. 1511, mpunsitom 14 utons 2004 r [17]. noHop onpeaensieTcs Kak JUIO0, TPeA0CTaBUBIIIEE
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crepMy, SHIEKIETKH U SMOPUOHBI, KOTOPbIE UCTOIb30BAIMCH AJISl JICUEHHUS, BCIEACTBHE YETO
3asgBUTENb POAWJICS WIM MOr ponauThes. Ilpm s31oM, B 3akone BemukoOputanum 00
OTTIOIOTBOPEHUH YesoBeka 1 aMOpuoioruu 1990 r. [10] nenaercs ocoOblii akIIEHT Ha TO, YTO Ha
HCIIOJIb30BaHNE COOTBETCTBYIOUINX KJIETOK JIOJDKHO OBITH MOJYyYEHO coriacue AoHopa: ['ameTsl
YyeJioBeKa He TOJIKHBI UCTIOIb30BaTHCS B LIEJISAX JICUCHUS UIIM HEMEIUIUHCKUX YCIIYT 1O JICUEHUIO
Oecruioins, €CiM TOJNBKO Y ATOrO JIMIA HET AEHCTBUTENBHOIO COTJIacHsl Ha UX MCIOJIb30BaHUE, U
OHU HCIIONIB3YIOTCS B COOTBETCTBUHU C YCIIOBHSIMH COTJIacHs. ['aMeThl 4ejoBeKa HE JIOJIKHBI
MPUHUMATHCA JJIS1 UCIIOIb30BAHUS B ATHX IIEJISAX, €CJIM TOJIBKO Y 3TOrO JHIA HET (PaKTHUECKOTO
corjacus Ha UX UCIOJIb30BAHHUE.

Bosiee komImiiekcHOE onpezesieHne TOHOpa B cepe pernpoayKLIUU YeTIOBEKa COAECPIKUTCS
B 3akoHe Wpnananu o nerckux u cemeitHbix otHomeHusX (Children And Family Relationships
Act 2015), paznen 4 wactu 2 [19]:

«JloHnop» -

(a) 10 OTHOWIEHUIO K TaMETE 03HAYAET:

(1) IO, KOTOPOE COTJIACHO pas3zaeiy 6 WU crocoOoM, ykazaHHbIM B pazzaeine 26 (1) (b)
(ii), cornacusock Ha ucnonb3oBanue B npoueaype DAHR!'!! ramersl, npenocrasnensoit uM wiu
€10, WIn

(i1) mOHOp rameThl, K KOTOPOi mpuMeHseTcs pasaen 26 (6),

¥ BKIIOYAeT JOHOpa TaMeT, KOTOPBIH HCHOJb3yeTcs s (HOpMHUPOBaHHS SMOpPHOHA,
KOTOpBIN HCIONIb3yeTcs B fanbHeimen npouenype DAHR, n

(0) Mo OTHOIIEHUIO K SMOPHUOHY O3HAYAET:

(1) M0, KOTOPOE JaJIo corjacue B COOTBETCTBUU C pazaenoM 14 unu 16 unu ciocodom,
yKazaHHBIM B pazzaene 26 (2) (b) (i1), Ha ucnonb3oBanue smOpuona B mpouenype DAHR wunu
nansHenmen npouenype DAHR, nn

(i1) moHOp SMOpHOHA, K KOTOPOMY ITpUMEHsieTcs pa3zaen 26 (6).

Kak Bugum, u B 3TOM onpeieleHuu OCHOBHOM aKIIEHT JieJaeTcs Ha MOJdyYeHHe CoTrIacus
JIOHOpA Ha MPEJOCTaBIEHUE COOTBETCTBYIOIIUX KIIETOK, TAKXkKe, B YKa3aHHOM 3aKOHE TOBOPUTCS
0 TOM, YTO JOHOp JOJDKEH B O0S3aTENbHOM TMOpPSAKE IPEAOCTaBIATh OINpPEIeTICHHYIO
UH(OPMALIMIO: er0 WIN €€ UMS; ero WIK €€ JaTy U MECTO POXKJIEHUS; €ro WU €€ IPaXkJIaHCTBO;
JIaTy ¥ MECTO, B KOTOPOE OH MJIM OHA MPEOCTABIIIA TaMETY; €r0 WM €€ KOHTaKTHBIC JaHHBIE (T1.
24 (3) u. 3).

AHanu3 perynupoBaHHs JIOHOPCTBA PEMPOAYKTHUBHBIX KJIETOK B PA3JIMYHBIX CTpaHax

MO3BOJIACT NPCAIIOJIOKUTL, YTO B OIIPCACIICHUU NOHOPA CICAYCT 00s13aTCILHO OTpaXxXaThb, IPpCIAMET

" TIponemypst DAHR - donor-assisted human reproduction procedures, mpoueaypsl peIpoayKIMH YeI0BeKa C
MOMOMIBIO JIOHOpA.
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JOHOPCTBA, T.€. KaKW€ KOHKPETHO KIJIETKM W/UIU MaTepuaibl MPelOCTaBISAIOTCS (HKEHCKUE
MOJIOBBIC KJIETKH, MYKCKHE TIOJIOBBIE KIIETKH, AMOPHOHBI), IS KaKHX Ielei (Hampumep,
AKCTPAKOPIOPAIBHOE OILIOAOTBOPEHUE, UHBIE BCIIOMOIaTEIbHbBIE PENPOIYKTUBHBIE TEXHOJIOTHU
U T.I1.), IPU YCJIOBUU HAJIMYMS COOTBETCTBYIOIIETO COTJIacHs Ha YKa3aHHbIE NMPOLIETYPHL, a TAKKe
OpU YCIOBUU TMPEAOCTaBICHUS HeoOxoaumoil uHbopMmanuu. B ompeneneHuun Moryt ObITh
OTpakeHBl M JIpyrHe o0s3aTeNbHbIe MapaMeTpbl. boiee TouHoe ompezeneHue aoHOpa Oyaer
IPEMIOKEHO II0 HUTOraM IPOBOJMMOIO KOMILIEKCHOIO CPaBHUTEIBHO-IIPABOBOIO aHAIU3a
MIPaBOBOTO PErYJIMPOBAHUS T€HOMHBIX HCCIEAOBAaHUM M KOMMEPUYECKOrO HMCIOJIb30BAaHUS HX
pe3yNbTaTOB B c(pepe pernpoTyKIH YeIOBeKa.

[Tocne ananu3a MOHATHA JOHOpA B cdepe PEernpoAYKIUH YETOBEKa, MOXKHO IMOMBITATHCS
c(hopMyJIMpOBaTh MOAXOJbI K ONPEEICHUIO MIPaBOBOrO cTaryca JoHopa. OOIIen3BEeCTHO, UTO
MPaBOBOM cTaTyc Kakoro-imubo cyObeKkTa TIMOHUMAeTCs KaK HOPUIMYECKH 3aKperyIeHHOE
MOJIOKEHHUE CYOBEKTa, KOTOPOE BBIPAXKAETCS B ONPEICICHHOM KOMIUIEKCE €ro MmpaB U
o0si3aHHOCTEH. B CTpyKType mpaBOBOTO cTaryca OOBIYHO BBINENSAIOT CIEAYIOIINE SJIEMEHTHI:
MpaBOCYOBEKTHOCTD; MPaBa U 00s13aHHOCTHU; TAPAHTHUH TIPAB; FOPUANYECKAs] OTBETCTBEHHOCTD.

OcTaHOBUMCS Ha HEKOTOPBIX TMpaBax M OOS3aHHOCTSIX JOHOPAa KaK DJIEMEHTaX ero
mpaBoBoOro craryca. [Ipexe Bcero, XoTenoch Obl OCTAHOBUTHLCS Ha TAKUX BaKHBIX MOMEHTaX Kak
AHOHMMHOCTh WJIM HE aHOHUMHOCTBH JIOHOPCTBA, OOS3aHHOCTH MPEAOCTABIATh WH(DOPMALUIO U
IpaBo MOJdy4aTb HHGOPMAIUIO, BO3HArpaKJEHHE 3a JIOHOPCTBO, BO3MOXKHOCTb 3asIBIISITh
POAUTENBCKUE NPaBa B OTHOLIEHUH JIETEH, MOSBUBLIMUXCS C UCIIOIB30BAaHUEM COOTBETCTBYIOIIUX
TEXHOJIOTHM.

OTHOCUTENIPHO AHOHUMHOCTH ¥ KOHQUIACHIIMATHHOCTH JOHOPCTBA HEOOXOIMMO
OTMETUTB, YTO MOAXOIbI K 3TUM BONPOCAM PA3HATCS B 3aBUCHUMOCTH OT rocyaapcTsa. B ciyuae
EC, nanpumep, 24 cTpaHbl yKa3ald, YTO HWMEIOT MOJIOKEHHSI, Kacalolluecss aHOHUMHOCTU /
HEaHOHHMHOCTH JIOHOPCTBA PENpOAyKTUBHBIX kieTok. lllectHaamars rocyngapcts-uneHoB (BE,
BG, CY, CZ, DK, EE, ES, FI, FR, HU, LV, PT, RO, SE, SI, SK) u Hopserust coobmmiu, 4to
JIOHOPCTBO JIOJKHO OBITh aHOHMMHBIM, TOTJa Kak ceMb rocyaapcts-wieHoB (AT, DE, HR, LU,
MT, NL, UK) ykazanu, 4TO UX 3aKOHOAATEIhCTBO TpeOyeT, 4TOOBI JOHOPCTBO OBLIO HE
aHoHUMHBIM [7]. B CIJA HeT eaAMHOro mojaxojAa K YKa3aHHOMY BOIPOCY U B 3aBUCMMOCTH OT
mTaTa OH penraercs mo-pazomy [13][14][18].

B kxauectBe npumepa, B BenukoOputaHuu yCcTaHOBJIEHO, YTO MO MPOCKOE JOHOPOB ramMer
¥ SMOPUOHOB IIEHTPBI PEMPOYKIINH JOKHBI TPEIOCTABUTH CIEAYIONTYIO HH()OPMAIIHIO O TF0OBIX
JIETSX, POKACHHBIX B PE3YJIBTATE UX JOHOPCTBA:

(a) komMuecTBO

(6) mont m
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(B) roa pokIeHHUs.

Ecnu neHTp He MOXKET PeAOCTaBUTh 3Ty WH(POPMAIIHIO, OH JIOJDKEH HAIIPAaBUTh JTOHOPOB
B HEFA.

HenTp nomxen nuHGOPMHUPOBATH TOHOPOB O TOM, UTO KaXK/IbIi, KTO POJUJICS B pE3yJbTaTe
UX JJOHOPCTBA, B BO3pacTe OT 16 jiet, OyAeT UMETh JOCTYII K CIeyIolled HeuAeHTU(hULIHpYIoLeit
uH(pOpMaLINH, IPEIOCTABICHHON UMU:

(a) pusmueckoe onucanue (PoCT, BEC U IBET TJIa3, BOJIOC U KOXKH)

(6) rox u cTpaHa POXKICHUS

(B) aTHHUECKas Tpymma

(d) 6bU1 M y TOHOpA reHeTUYEeCKHd PEOSHOK IPU PErucTPaluy, a TAKKE KOJHMYECTBO U
TIOJI ATUX JIETEN

(e) npyrue naHHbIe, KOTOpPbIE JOHOP MOT BBIOpATh IS MPEIOCTABICHUS (HApUMeEp, poa
3aHATUHN, PEJUTUS, TeHJEPHAs UCTOPHUS U HHTEPECHI)

(f) aTHHUecKas rpynmna (k) poAUTeENei 1oHOpa

(g) ObUI 1M TOHOP YCBIHOBJIEH WJIM IOHOP 3a4art (€CJIu UM U3BECTHO 00 3TOM)

(h) cemetinoe nosoxkeHue (Ha MOMEHT JJOHOPCTBA)

(1) meranu JIFOOBIX CKPUHUHTOBBIX TECTOB M KICTOPUHU OOJIC3HH

(j) HaBBIKK

(k) npuunHa noHOpCTBA

(1) coobmienue o moOpoit Bosie u

(M) omrcanue cedst Kak JTMYHOCTHU (CIIOBECHBIN MOPTPET).

Llentp Taxke IOMKEH HHGOOPMHUPOBATH JIOHOPOB, KOTOPHIE PETUCTPUPYIOTCS WU
nepepeructpupytorcs nocie 31 mapra 2005 roga, o ToM, UTO JIFOOOM, KTO POJAMIICS B PE3yJbTaTe
UX MOXEPTBOBaHUS, OyleT MMETh JOCTYMN K cleAyromuled uaeHtuduuupyomeid nHbpopMaiuy,
HayuHasi ¢ 18 ner:

(a) monmHbIe MeHA (U JTH00bIE TPEIBITYINE UMEHA)

(6) naTta poxaeHHs, TOPOJ WM PalioOH, TJI€ OH POJUIICA, U

(c) mocnenHMt U3BECTHBIM MOYTOBBIN aapec (WK aJpec BO BpeMsl peructpaiun) [§].

[IpumepHO Takoe ke peryiupoBaHue mmeercs U B Wpmanguu, Tonpko B Mpmanmuu
UHpOpPMAINKs O TOHOpPE MPEIOCTABISIETCS HE aBTOMATUYECKH, a B CiIydae, eclid B TedyeHue 12
Helenb C JaThl 3ampoca JIOHOP HE TMPEeNOCTaBUT 3aciTy)KHBAIONIMX BHHUMAaHHS JIOBOJOB,
MCKITIOYAIOIINX BO3MOXKHOCTh MPEIOCTaBICHUSI MH(POPMAIIMH COOTBETCTBYIONMIEMY JIUIY M OTH
JIOBOJIBI OYTyT COUTEHBI YOSTUTEIbHBIMU MUHUCTPOM 31IpaBooxpaneHus [11].

OTHOCHTEIBHO BO3HATPAKICHHUS 32 TOHOPCTBO, HEOOXOAMMO OTMETHUTb, YTO B PA3THIHBIX

rocyJzapcTBax Takke cGopMHpoBaHbI pasHblie moaxoasl. Hampumep, B CIIIA omnata moHOpY
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MoxeT aocturath makcumyMma B 50 000 mommapo CIIA nnsa noHOpoB sitnekneTok U B 2950
noimapoB CIIA nns goHopoB cmepmaro3oujioB (3a 1uki) [16]. B To Bpemss kak B
BenukoOpuranuu, Wpmanguun, OonpimmHCTBE cTpaH EBpombl, M3pawmie, JOHOPCTBO TOJIKHO
HOCUTb QJIbTPYUCTHUECKUN XapakTep M IMOAPAa3yMEBACT TOJBKO KOMIIEHCAIUMIO 3aTPAYE€HHOTO
BPEMEHHU U COOTBETCTBYIONTUX Heyno0cTB [7][9][13].

[IpencraBisercs, yTo MOAXO/, PENYCMATPUBAIOLIUM, YTO JTOHOPCTBO PENPOAYKTUBHBIX
KJIETOK JIOJIKHO HOCUTb JIbTPYUCTUYECKHUM XapaKTep U BBIILIATHI JOHOPY JOJKHBI IIPEICTABIATh
c000i1 TOJTPKO KOMITEHCAIIHIO €0 3aTPaT, HOJHOCTHIO COOTBETCTBYIOT MEKYHAPOIHO-IIPABOBOMY
pEryJiMpoBaHUIO B YKa3aHHOU cdepe.

B uncne npaB goHOpa AOCTaTOYHO CHOPHBIM SIBJISIETCS. BOIPOC O TOM, MMEET JIU (Win
MOYKET JIM UMETH) IOHOP KaKHe-IN0O0 POAUTENILCKUE MPaBa Mo OTHOIICHHIO K JIETSAM, POKICHHBIM
B pE3yJbTaTE €ro JJOHOPCTBA.

[To obmemMy mpaBuily, JOHOP HE AOKEH 00JaJaTh MOJOOHBIMU MpPaBaMU B OTHOLICHHUH
JeTeH, pO’KJIEHHBIX B PE3yJIbTAaTE €ro JJOHOPCTBA. TeM He MeHee, IPU OIPENEICHHbIX YCIOBUSIX,
TaKkue TpaBa y JOHOpAa MOTYT BO3HHKHYTh. TakuM 00pa3oM, Mbl MOJXOAUM K ONPEACICHHUIO
MOHATUS POJUTENBCTBA — €I1I€ OAHOTO BAXKHOI'O MOHATHS, CBA3aHHOTO C PENPOAYKIIMEHN UeI0BeKa,
KOTOPO€ U3-3a BBI30BOB, CBSI3AHHBIX C PA3BUTHUEM TEXHOJIOTHMHU MOCIEIHUX JIET, CTAJI0 HE TAKUM
OUYEBUJHBIM, KaK MOXET I0Ka3aThCsl Ha MEPBbIM B3MsiA. Mexay TeM, MOHSATHE POIAUTEILCTBA,
IOPUAMYECKHUE CBSA3M pOJAUTENIed U JieTell MMEIOT OOJIbIIoe 3HAYeHHE HE TOJIbKO B YacTu
oOecrieyeHus MpaB JeTel, HO U B YaCTH UMYIIECTBEHHBIX BOIPOCOB, BOIIPOCOB HACIE/ICTBA U T.II.

B Poccuiickoit denepannn sToMy Bonpocy nocssiieHsl cT. 48, 51 CemenHOro kojekca
P® [4] u I'nasa Il ®enepanpHoro 3akona ot 15.11.1997 Ne 143-®3 «O06 akTax rpaxxgaHCKOTO
coctosiHus». Hanmpumep, B cootBeTcTBHM cO CcT. 51 CK P®, nuna, cocrosimue B Opake v JaBiive
CBOE CcoIJIacue B MMCbMEHHOH (opMe Ha MPUMEHEHUE METO/Ja UCKYCCTBEHHOTO OIJIOJIOTBOPEHUS
WJIM Ha UMIUIAHTALMIO SMOPUOHA, B CITydae pOXKJIeHUs y HUX peOeHKa B pe3yabTaTe IpUMEHEHUs
ATUX METOJIOB 3aMKMCBIBAIOTCS €r0 POJUTEIISIMU B KHUTE 3anuced poxkaeHui. Jluma, cocrosime B
Opake Mex1y coO0H U JaBIlIKe CBOE COrlacue B MUCbMEHHON (pOopMe Ha UMILIaHTAIMI0 3MOpHOHA
JIPYTOi JKEHIIMHE B IENIAX €ro BBIHANIMBAHHS, MOTYT OBITH 3alUCaHbl POJIUTEISIMH peOeHKa
TOJILKO C COTJIacUsl JKEHIIMHBI, poAMBIIEH pebeHka (cypporatHoil matepu). Kak Buamm, 3Tu
orpezieNieHus HOCAT JOCTaTOYHO OTPaHUYEHHBIM XapakTep, PEryIupyIOT TOJbKO CHUTYalluH,
BO3HHUKAIOIIKE Y JIUL, COCTOSAIIUX B 3apETUCTPUPOBAHHOM Opake, U HE PeryIHpyroT pa3IudHbIe
Jpyrue CcuTyauud. BrpodeM, BeposSTHO 3TO CBA3aHO C HEJOCTATOYHO OONBIIOW UX
pacpoCcTpaHEeHHOCTBIO B PD.

Mexny Tem, B pe3ynbTaTe pa3BUTUS COBPEMEHHBIX TEXHOJOTHH, BOSHHKAIOT BbHI3OBBI,

OTBETUTH Ha KOTOphIEe 0€3 3aTpyAHEHHI HE B COCTOSIHUM Ja)K€ JOCTaTOUYHO Pa3BUTHIE MPAaBOBbIE

=
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cucreMbl. Tak, B 2019 r. cynebHas cucrema AHIJIMM paccMaTpHBaia CIEAYIOIMYIO CHUTYAIHIO:
MykurHa (OBIBIIAS >KEHIIMHA), M3BECTHBIA TONBKO Kak TT, ObLI OIUIOMOTBOPEH JTOHOPCKOM
criepMoM, 4TOOBI 3a4aTh peOeHKa, Ha3BaHHOTO TOJBKO Kak YY B CyAeOHBIX TokymMeHTax. OH
XO0YeT, YTOOBI €r0 HA3BIBAIM «OTLOM» WUJIHM «poautenem» Y Y B CBUACTEILCTBE O POKICHUH, HO
MOCKOJIbKY OH IepeHec OepeMEeHHOCTh, OH OINpe/eNieH Kak MaTh B COOTBETCTBHM C 3aKOHOM 00
OIUIOIOTBOPEHUU W AMOpuonioruu uenoBeka 1990 roma. Jlemo B Tom, uro TT sBusercs
TPaHCTEHAEPOM M MOJY4YHJI JOKYMEHTbl O CMEHE Iojla J0 JIEUEHUs, IO3TOMY IOPUAMYECKU
SIBJISICTCSI MY>KUUHOM [12].

Bonpocsl omnpeneneHust poauTeNnbCTBA JOCTATOUYHO MOJIPOOHO HMCCIEAYIOTCS B paMKax
["aarckoil kKOHQEpEeHIUH MO0 MEXIyHapoaHOMYy uacTHoMy mpaBy ¢ 2011 r. [20] B pamkax
yka3zaHHOH paboThl B 2014 r. ObUT YTBEPKACH TOKYMEHT «OKenaTebHOCTh U 1eJIeco00pa3HOCTh
nanbHeleil paboTel Hajx mpoektoM "PomutenbcTBo / cypporatHoe maTtepuHCTBO"» [21], B
KOTOPOM TOJIBOISTCSI UTOTH pabOThI HAJ MPOEKTOM 3a MPOLIEANINN Mepruo U HOpPMYIUPYIOTCS
IpEJUIOKEHHS Ha cienyronue nepuoapl. [lonaTue poaurenscTBa B paMKax yKa3aHHOTO IPOEKTa
paccMmaTpuBaeTcsl IPUMEHUTEIBHO K 00€CIIEUeHHIO PaB JIETeH B CBETE IIpaB YEJIOBEKA B LIEJIOM,
paccMaTpUBAIOTCS YACTHO-IIPABOBbBIE ACMIEKTHl B3aMMOOTHOIICHHU OCI0KHEHHBIX HHOCTPAaHHBIM
aneMeHTOM. B paMkax mpoekta chopMyIUpOBaHbI ONpEAENiCHUs] 3aKOHHOTO POAUTEIHCTBA MU
3aKOHHBIX POJUTENIEH, 1101 KOTOPBIMM TOHUMAIOTCS JTULO (JIMLA), KOTOpbIE IPUOOPEIH ITPaBOBOM
CTaTyC «poauTeneil» peOeHKa COrJIaCHO COOTBETCTBYIOIIEMY 3aKOHY, U KOTOpbIE IMOJIy4aT BCE
npaBa 1 0053aHHOCTH, BBITEKAIOIINE U3 3TOTO CTaTyca COrIacHo 3ToMy 3akoHY. ChopMynupoBaHo
TaKkXe IMOHATHE TEHEeTHMYECKOI0 POAMTENbCTBA HIIM T€HETHMUYECKMX DPOAMTENeH: Nuio (Iuua),
IIPEI0OCTaBUBIINE CBOM F€HETUYECKUI MaTepua AJisd 3auatusi pedenka. Ha HeKoTOpbIX sI3bIKax 3TO
Ha3bIBACTCS «OMOJIOTHYECKUM IMPOUCXOXKIACHHEM». B pamkax mpoekTa MpoBOASTCS €KErojHble
KOH(EepeHIIH, 110 pe3yabTaTaM KOTOPbIX IPUHUMAIOTCS COOTBETCTBYIOIIME OTUYETHI.

B poauTenscTBE MOKHO BBIIETUTH TP OCHOBHBIX ACIEKTa, JIBA U3 KOTOPBIX OTHOCSTCS U
K MYXYHHaM M K JKCHIIMHAM, a UMEHHO: T€HETHYECKHUW aCMeKT W HMHTCHIIMOHHBIA aCIeKT
(HaMepeHwsi), a OJJUH TOJIBKO K JKEHIIMHAM — T€CTAallMOHHBIIN acIeKT.

Hekortopele u3 uccienoBareneil CUUTAIOT, YTO POAUTEIBCKUE HAMEPEHMS, IO CYTH,
SBIISIIOTCS aCTIEKTOM POJUTENbCKUX (YHKIUHN, MOACPKUBAIOIINM MPU3HAHUE POIUTEIHCTBA
MOJIHOCTBIO 332 MCKJIIOUEHHWEM TIe€HETHMYECKOTO WM T€CTallMOHHOTO BKJIAJa WU CYNPYKECKHX
npeanonoxennit [15]. Tem He MeHee, Ha Haml B3TJIAM, HEOOXOAUMO YUYHUTHIBATH DPA3TUYHBIC
(akTOpsl M HMCMOJb30BATh KOMIUIEKCHBIM MOJIXOA K OIpPEICIICHUI0 POTUTENLCTBA B cdepe
PENPOIYKTUBHBIX TEXHOJOTHH, MPU ITOM, KOHEYHO, HaMEepeHHE, MHTCHIMS, UMEET OOJbIIOoe

3HAYCHUE B OTOM BOIIPOCE.
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K coxanenuto o0beM cTaThu HE IMO3BOJSIET JETAbHO OCBETUTHh YKa3aHHBIA BOIPOC.
Taxoke, K COXKaJICHHUIO, B PAMKaxX 3TOW CTaThU HE OCBEUIAIOTCA JAPYTUe TOCTATOYHO aKTyaJIbHbIE U
uMmeromue OoNbIIoe 3HAUCHHE Ui U3YUEHHsI paccMaTpuBaeMon cgepbl BOIPOCH], TaKHe Kak,
HanpuMep, MpPaBOBbIE U DJTUYECKUE aCHEKThl B CBSA3M C METOJIaMH MHTOXOHAPUATBHON
3aMECTUTENILHON Tepamuu, MPaBOBbIE M 3TUYECKHE ACMEKTHl B CBS3U C NMPEUMIUIAHTAIMOHHON
TeHETUYECKOM JMAarHOCTUKON M TECTUPOBAHHEM, NPABOBBIE W ITHUECKUE ACIEKTHI B CBSA3H C
pelaKTUPOBAaHMEM I'€HOMAa YEeJIOBEKa, MPABOBBIC W STHUECKUE ACTIEKThI MCIIOJIb30BAaHUS TKaHEH
JUTS JICUCHMSI YK€ JKMBYIIETO YesioBeka (pedeHka) T.H. savior sibling u MHOTHE npyrue, KOTOpbIe
IUTAHUPYETCS. OCBETUTh B JPYTrUX HAyuyHbIX pPabOTax B paMKax CpPaBHUTEIBHO-IIPABOBOIO
UCCIIC/IOBAaHHUST TIPABOBOTO PETYIMPOBAHMS TEHOMHBIX HCCIEIOBAaHUA M KOMMEPYECKOTro
UCTIOJIB30BAaHUS MX PE3YJIBTaTOB B cpepe pernpoIyKIHH YeTOBEKa.

B pamkax >xe Hacrosmieil craTbu OTMETHM, uTo chopmynupoBaHHble B PoccuiickoMm
3aKOHOJATEIbCTBE IMOHSATHS, 3aTparuBaroiire chepy penpoayKUUU YeIOBEeKa, TOJKHBI OBITh
YTOYHEHBl TPUMEHUTEIFHO KOHKPETHO K A3TOH cdepe, HEKOTOphIe MOHSATHS JOJDKHBI OBITH
HAIOJIHEHBI HOBBIM COJIEpP)KaHHUEM, HEKOTOpBIE MPEICTOMT eme chopMyaupoBare. B wactu
MIPAaBOBOTO  PETyIUPOBAaHUA, MPEICTABISICTCA I1eIecoo0pa3HbIM  paccMaTrpuBaTh  chepy
PENpOAYKLIMK YelIOBEeKa KaK OTAENbHYIO chepy OOIIECTBEHHBIX OTHOIICHUMU, TMOIJICKAIIYIO
cBOEeMy crnenuduueckoMy peryaupoBanuio. Heo6XxommmMo paccMOTpeTs BOIIPOC O pa3paboTke u
NOPUHATHA ~ OTIENBHOTO HOPMAaTHBHOTO TIPAaBOBOTO aKTa, KOTOPBIA OBl  peryiampoBai
00I11eCTBEHHbIE OTHOLLIEHUS B chepe penpoayKIIMH YEJI0BEKa, B KOTOPOM ObUIH Obl 3aKperyICHbI
OCHOBHBIC TOHATUS B YyKa3aHHOH cdepe, ompexaessuics Obl MpPaBOBOM cTaTyc CyOBEKTOB B
yKazaHHOU cdepe, (QopMyIupoOBaINCh Obl OCHOBHBIE MPHHLIMIIBI W IMOAXOJbI IPABOBOIO
PETYIUPOBAHHUS, PETYTUPOBATUCH ObI pa3IMUHBIC CUTYAI[H B TAKOW YYBCTBUTEIHHON U MMEIOIIEH
ype3BbluailHO BakHOe 3HadeHue cepe. Ilpu 3TOM, HEOOXOAMMO YUUTHIBATH JYYIIUH OMBIT
Pa3IMYHBIX CTPAH MUPA, MEXKTYHAPOIHO-TIIPABOBOM OMBIT M HAPAOOTKH, JTyUIlIHEe MEXTyHApPOAHbIE

1 3apyOeKHbIE TTPAKTUKH.
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Poccusi, MockBa

4.7. Iu3aiiHepcKue AeTH: OMOITHYECKHE ACIEKTHI B CyneOHOl npakTuke'!3

AHHOTanus1. Pa3BuTHE reHOMHBIX TEXHOJIOTHH BCTpEYaeT MHOTO MPoOJIeM, B TOM YUCIIE
ATHUYECKOTO XapakTepa, U TpeOyeT pa3paboTKu STUYECKIX HOPM B 3TOH cdepe. 3akoHOAaTeh HE
BCCrAa TI'OTOB CBOCBPCMCHHO OTBCYATb HaA HOBBIC BBI3OBbI Pa3BHUBAIOIINXCS TEXHOJIOTUH.
JIuaupyrolyto Mo3UIKIO B 3TOM BOIIPOCE 3aHUMAET MPAKTUKA CYJI0B, B YacTHOCTH, EBponeiickoro
Cyna no npaBam 4eI0BEKaA.

KiaroueBble cioBa: reHomuble uccienoBanus, JKO, Ounostuka, cyneOHas TpPaKTHKA,

ECIIY.
S.A. Mikhailova
Designer babies: bioethical aspects in court practice

Annotation. Development of genomic technologies faces with lots of problems, including
ethical ones, and it claims the development of ethical regulations in this sphere. Legislation fails
to meet the challenge of developing technologies timely. Leading position in this issue takes the
case law, particularly, case law of European Court of Human Rights.

Keywords: genome research, IVF, bioethics, case law, ECHR.

Pa3BuTHie T€HOMHBIX HCCIEIOBAaHUN B IIOCIEIAHHUE JBA JAECATUIETHS IMPOMCXOIUIIO
J0CTaTo4HO ObIcTpo. OCHOBHASI Macca MEXYHAPOIHBIX COTJIAIICHUM, IPUHATHIX B Hayaje BeKa,
He yCIIeBaeT 3a Hay4HbIM nporpeccoM. To, 4To ka3anoch HEBO3MOKHBIM Beero Jauillb 20 jieT Hazal,
CETO/HS YK€ MOKET OBITh HCIIOJIb30BAHO B KaXK/I0/IHEBHOI pyTHHE.

PazpaboTka OMO3THUECKOr0 KOJIeKCa, OTBEYAIOIIEero TpeOoBaHUAM OypHO pa3BUBAIOIIEHCS
HayKH, SIBJIIETCS OJHOM M3 IEpPBOCTENEHHBIX 3a1ady. KoMMepueckoe HCIOJIb30BAHME HOBBIX
TEXHOJIOTHI CO3JaeT LeJbld CHEeKTp MOpalbHO-3THYECKHX MpobiieM, Ha KOTOphle, IO
BO3MOYKHOCTH, JIOJDKEH OTBEYATh 3aKOHOIATEIBHBIN aKT. [1]

Ha nanHOM »sTame pa3BuTusi MBI oOpamjaeMcss K TakuM JIOKyMEHTaM Kak BceoOmas

ACKJIapanusa IpaB 4YCJIOBCKa 1948 T., Bceo6ma;1 ACKJIapanus O TCHOMC YCJIOBCKAa M IIpaBax

112 © Muxaiinosa C.A., 2020

3 Crarbs noarorosiena B pamMkax rpanta PO®U 18-29-14078 Mk «CpaBHUTENBHBIN aHATU3 JIydIIEd MUPOBOii
MPaKTUKU 110 CTIOpaM U3 OTHOIIEHHH, BOSHUKAIOIIUX B X0JI€ MPOBEJCHNS T€HOMHBIX HCCIEOBaHUH 1
UCIIOJIb30BaHUs PE3YIbTATOBY.
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yenoBeka 1997 r., MexayHapoaHas Aekiaapamnus o reHoMHou uHpopmarmu denoBeka 2003 T.,
Bceobmas gexnaparus o 6no3tuke u npasax denoeka 2005 r., KonBeHIMs o mpaBax uenoBeka u
ouomenuie 1997 r. (Kouseniust OBbeno).

Cratps 12 KonBeH1Ms 0 3a1IuTe MpaB U JOCTOMHCTBA YEJIOBEKA B CBSA3H C IPUMEHEHHEM
noctrxeHuit ouonorun U Mmeaunnnbl (Konsenims OBbe10) TOBOPUT O TOM, YTO POTHOCTUYECKHE
TECThl HA HAJIMYHE TCHETHUYECKOTO 3a00JICBaHUS WM T€HETUYECKOW MPEIPACIIONOKEHHOCTH K
TOMY WJIM MHOMY 3200JI€BAaHUIO MOTYT IIPOBOJAUTHCS TOJBKO B MEIUIIMHCKUX TENSIX WM B IETISX
MEAMIIMHCKON HAYKU U TIPU YCIIOBUHU HaJUJIeKallel KOHCYIbTAllMK CHelanucTa-renetuka. [TyHkr
83 IlogacuuTenpHoro nokiana [2] k KoHBeHIMM ycTaHABIMBAET, YTO CTaThs 12 Kak TakoBas HE
HaJIaraeT Kakoro-Jim0o OrpaHUYeHHs Ha TIPABO MPOBOJIUTH JHATHOCTUYCCKUE BMEIIATEILCTBA HA
AMOPHOHAILHON CTaAuu C TEM, YTOOBI OMPENETUTh, HECET JU SMOPHOH HACIEICTBEHHbIC
MPU3HAKU, KOTOPBIE BBI3OBYT Cepbe3HbIC 3a001eBaHus y Oyayiiero pedenka. Otuer EBpornelickoit
komuccu o «lIpeHaTasbHON TeHETHYECKOW MUarHocThke B EBpore» BBISBUI, YTO TpakIaHE
CTpaH, TJe IMpeHaTaJbHas JUArHOCTHKA 3alpelieHa, MOJydyalT €€ B JPYrux CTpaHax.
WrtanpsiHckue cembH yarie Bcero HampariisitoTces B Mcmanuto, bensruro, Uexuro u CroBakuio.
3aKkOHOAATENbHBIN 3alpeT Ha €€ MPOBEICHUE SBISETCS HECOCTOSITENbHBIM, MMOCKOJIBbKY HE JTaeT
IpaBa JIMIaM MPEeKPaTUTh OEPEMEHHOCTh BO M30€KaHNE CepPhe3HBIX TEHETUUECKUX 3a00JIeBaHUI
y JAETen.

Ha nannom stame pa3BUTHs OCHOBHBIM WHCTPYMEHTOM 3alllUTHI TIPaB YEJIOBEKA B ITOM
chepe SBISIOTCS Kak MEXAyHapoIHbIE, CyqeOHble opranbl (Hampumep, EBpormelickuii cyn mo
npaBaM yenoseka (ECIIY), Tak 1 HauMoHanbHbIE Cysbl [3].

Heno Kocra u I1aBan npotus Utanuu (ITocranosnenne ECITY mo sxamobe N 54270/10)
onu10 paccmotpeno Epormetickum Cymom mo mpaBam udenoBeka B 2012 1. I'paxxgane Uranuu,
cynpyru Pozerra Kocra u Banerep [laBan, oOpaTunnch ¢ 3asiBI€HHEM O HapyIIEHWH WX TPaB,
MPeI0CTaBIEHHBIX cTaThel 34 KoHBeHIMY 0 3amuTe rpaB 4eloBeKa U OCHOBHBIX cB0O0 1 B ECITY.
B cBoeit xamobe 3asBUTENN YKa3aliW, YTO SBJSIOTCS 3J0POBBIMH HOCHUTEISIMH KHCTO3HOTO
¢ubposa (MyKOBUCITH/I03), 00 ITOM OHM y3HAJIH TOCJIe pOXACHHS TmepBoro pedenka B 2006 r.
PeGenok ponucs ¢ nanueiM 3a0oneBanueM. B desparne 2010 roga 3asButensHuia 3abepemMenena
CHOBa M IpOBEJNa NpEeHaTalbHBIM aHAIM3, KOTOPBIM MOKa3ajl, 4TO IUIOJA TaKKe MOBPEXKICH
MYKOBHUCIIHI030M. 3asiBUTEITH PEIINIIN TIPEPBATh OEPEMEHHOCTH TI0 METUIIMHCKUM TTOKa3aHHUSIM.

[Tozke  3asBUTENM  XOTENM  BOCIOJIB30BATHCS  MPOIEAYPOHM  HMCKYCCTBEHHOTO
OIUIOJOTBOPEHHUS] U MPETUMILIAHTAIMOHHOW JUAarHOCTUKU JI0 TOTO KakK 3asBUTENIbHHUIIA BHOBb
3abepemeneer. OHAKO, COTJACHO 3aKOHOAATENbCTBY WTanmu, mpoieaypa HCKYCCTBEHHOTO
OTUTIOZIOTBOPEHHUS ObLIa JOCTYITHA TOIBKO JIJISl CTEPHIIBHBIX WK OecTiioHbIX nap. [lomHbrii 3anpet

OBLT HAJIO)KEH Ha NPEANMIINIAHTAUOHHYIO TUAarHOCTUKY.
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[To3zgnee MuHHCTEPCTBO 3paBoOXpaHeHus Mtanuu pacmpuio 3TOT CIIUCOK, BKIIFOYUB B
HETO JIFO/ICH, SBISIONUXCS HOCUTEIISIMUA WH(DEKIIHIA, TepeIaloNIuXcsl MOJIOBBIM MTyTeM (TaKUX Kak
BUY, rematutr B u C). CornacHo mH(pOpManuu, NpeACTaBICHHONW MpaBUTEIbCTBOM MTamum,
JlaHHas MpoUEeaypa BBINOJHATACH IYTEM «OUYHUCTKH CIEPMBD» [0 HKCTPAKOPHOPAIBHOIO
OIUIOJOTBOPEHUSI.

OcHOBBIBasICh Ha JIAaHHBIX aKTaxX UTAIbSIHCKUN cya B 2010 roay BbIHEC pellIeHHE, KOTOPOE
JOIYCKaJo APYTYI0 CEeMEWHYIO0 Tapy, KoTopas He Oblla He CTEepHIbHOW, HE OeCIUIOAHOU, K
npoueaype MpeIuMIUIAllMOHHOM JUarHOCTUKH, B CBSI3U C TeM, 4yTO 00a pOAUTENS SBIISIUCH
3IOPOBBIMH HOCUTEJSIMU MbllleyHOM aTtpoduu. Cyn cocnancs Ha HOBbIE TMOJOXKEHUS, HE
OTpaHUYMBAIONINE OoOJiee TECTHl O COCTOSHMM 3I0pPOBbS SMOpPHMOHOB, CO3JaHHBIC ITyTEM
HCKYCCTBEHHOI'O OIUIOJJOTBOPEHHUS, TOJIBKO /ISl HAOJF0IaTENbHBIX LIeJIel U JOIYCKAIOLIUE TaKoe
OTLIIOIOTBOPEHUE IS Map, B KOTOPBIX YEIOBEK MMeNl MH(EKIUH, TIepeAaroIIUecs MOJIOBBIM MTyTEM.

[Ipouenypa npeHaTanbHON TUATHOCTHKY JOJKHA pacCMaTPUBATHCS KaK OAMH U3 CIIOCOOOB
MOHUTOPHHTA 310pOBbsi dMOpuoHa. COOTBETCTBEHHO, 3alpeT Ha HEE pPacCMAaTPHBAJICSH Kak
HapylleHHe o0ecreueHusl JA0CTyNa K yciayram 3/paBoOXpaHeHus. Ecaum MaTh MMeeT mpaBo Ha
abopT HE3IOPOBOTO SMOPHUOHA, OHA TAKXKE TOJIKHA UMETh MPABO HA MPOXOXKIACHHUE TPEHATaTbHOU
JTUArHOCTHKH, YTOOBI 3HATh O COCTOSIHUU €T0 3/10poBbsi. CyJq0oM ObUIO YKa3aHO Ha HEOOXOJUMOCTh
€e TPOBENCHHS ISl DKCTPAKOPHOPATBLHOIO SMOpPHOHA, YTOOBI OMPEACIHTH CTPagacT JH OH
MBIIIEYHOU aTpodueii.

Cewmeitnas mapa Kocra u I[laBaH, ocHOBbIBasich Ha crtathe 8§ KoHBeHIIMH, OOpaTUIUCH C
KanoOoW Ha HapyllleHHEe MpaBa Ha yBaKEHHWE YACTHOM M CEMEHHOM XHM3HHU, B TOW YacTH, 4YTO
€MHCTBEHHBIN CIIOCO0 POKJICHUS UMU 3/I0pPOBOT0O peOCHKA €CTECTBEHHBIM MyTEM 3aKJII0YaJICs B
TOM, YTO OHHM OBl Ipekpamand OepeMEHHOCTh B Cilydae, €ClId IpeHaTalbHas JMarHOCTHUKA
MOKa3bIBaJIa Ha TO, YTO 101 ObLT MH(PUIIUPOBAH.

l'ocymapcTBO yTBEpkaanio, 4TO MO CYIIECTBY 3asBUTENN ONMUPAIMCh HA «IIPABO UMEThH
310pOBOTO pebeHKa», KoTopoe He 3amuiiaercd KoHBeHLMeH M 3ampeT Ha NpeHaTalbHYIO
JMUAarHOCTHKY OBbUT TMpU3BaH 3alllUTUTh JIOCTOMHCTBO W CBOOOAY COBECTH MEIUIIMHCKUX
pabOTHUKOB, a TaK)Ke MPEAOTBPATHTh PUCK €BIEHUYECKON CENEKIIUU. 3asIBUTEIN TOBOPUIIH O TOM,
YTO MPaBO Ha yBa)XXCHHUE PEIICHUS POAUTENICH CTAHOBUTHCS WJIM HE CTAHOBUTHCA POAUTEISIMU
nomajaeT B chepy rnpaBa Ha yBa)KEHUE YACTHOW M ceMeMHOM ku3HU. B 3TOM citydae, rocyiapcTBo
JTOJI’KHO BO3/JIEP’KUBATHCS OT BMENIATEIbCTBA B BHIOOP POAUTENEH.

CTouT OTMETUTH, YTO CHELUATUCTHI TOBOPAT O BAKHOCTH MPEHATAIbHOW AMArHOCTUKH,
MOCKONIBKY ~ TO3BOJISIET ~ MPOW3BECTH  3/I0pOBOE  TOTOMCTBO, HE  HMH(DHUIMPOBAHHOE

HaCICICTBCHHbBIMH 3a00JICBaHUSIMU.
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Cyn oTMeTHII1, 4TO MPaBo, Ha KOTOPOE OMUPAIOTCS 3asIBUTENN, OTPAHUUYEHO BO3MOKHOCTHIO
MCKYCCTBEHHOI'O OIUIOJIOTBOPEHUS U MPEHATAJIbHOM TUAarHOCTUKU Ui LeJNed BOCIPOU3BEIECHUS
peOeHKa, He MOPaXEHHOI0 MYKOBUCIA030M. «HacTHas KU3Hb» B cMbIciie cTaTbu 8 KoHBEeHIIMH
UMEeT IIUPOKOE TOJIKOBAHHE, B TOM YHCJIE, U NPABO yBaKEHUE pEUICHHs ObITh WM HE ObITh
pPOIUTENSAMH, a CTaThsi 8 MPUMEHSETCS K TEXHHKaM TIeTepOJIOTMYECKOr0 OCEMEHEHHS s
AKCTPAKOPIOPATBHOIO OIIOIOTBOPEHUSI.

3anpeTr UTaJbSIHCKOIO 3aKOHOJATENIbCTBA HA IPOBEACHHUE PACCMATPUBAEMBIX MPOLENYP
ABIIIETCS HApYIICHHEM WX IpaBa Ha YacTHYIO U CEeMEHHYI0 XKW3Hb. [ ompaBaaHus Takoro
BMeniarenscTBa [IpaBuTENbCTBO ccbllaeTcss Ha 3a00Ty O 3alluTe 370POBbs «peOEHKa» U
JKCHIIHBI, TOCTOMHCTBO M CBOOOJYy COBECTH MEIUIIMHCKUX PaOOTHHUKOB, M IpEIOTBpAILCHHUE
PHUCKOB €BI€HUYECKOU CEJICKIIMH.

Ho Cyn ne Obul yIOBIETBOPEH 3TUMHU apryMeHTaMu. ['0BOps 0 TOM, U4TO «peOEHOK» He
MOJKET OBITh B TOW K€ KaTErOpHuH, 4TO U «dMOpHoH», Cyq HE CMOT OLEHUTH, KaK 3allUIaeMbIe
IIPABUTEIBLCTBOM MHTEPECHI CBSI3aHbI C BOBMOXHOCTBIO, JOCTYITHOM 3asiBUTEINISIM, C/AeaTh abopT
0 MEIUIMHCKAM IIOKa3aHUSIM, €clH Iuton OyneT WMHQHUIMPOBaH 3a00JEBaHHUEM, C YYETOM
MOCNEACTBUM, KaK W JJs IJI0J1a, KOTOPBIM elle Jajlek OT AMOpUOHA, TaK U AJIA >KCHIUHBI.
[TpaBUTENBCTBO TaKke HE CMOIJIO MOSICHUTh KaK PUCK €BIE€HUYECKOM CEJeKIMU U BIUSHUE Ha
JOCTOMHCTBO M CBOOOIY COBECTH MEIUIIMHCKUX PaOOTHHUKOB OyJeT MpEeNOoTBPAIICHO B CIIydae
abopTa Mo MEIUMUMHCKUM Moka3aHusM. Cyna ykaszal, 4TO UTaJIbSHCKOMY 3aKOHOAATEIbCTBY HE
XBaTaeT COOTBETCTBHsS B 3ToM cdepe. C OAHOM CTOPOHBI, OHO 3alpeliaeT HMIUIAHTALHIO
SMOPHOHOB, HE TMOPAXEHHBIX 3a00JIeBaHUEM, OT 3JI0POBBIX HOCHUTENIEH, C APYroi CTOPOHBI,
paspemaer cienarb UM abopT o MEAUIIMHCKUM MTOoKazaHusaM. Ha ocHOBaHUM MaTepuanios jaena, a
Takke umeromuxcs y Cyzaa npereneHToB, ObI0O BBIHECEHO PEIIEHHWE O HapyILIEHUH CTaTbu &
KonBennuu.

Cxoxas cutyanus paccmarpuBaiack Cynom B aene A.K. mpotus Jlatuu (ITocranoBnenue
ECTIY ot 24 urons 2014 r. mo neny «A.K. mpotus JlarBum» (xano6a N 33011/08).

3asBHUTENBHULIA, TpakaaHka JlaTBuu, yTBep)kaana, 4YTO M3-3a XaJaTHOCTH Bpada-
TMHEKOJIOTa OHA HE IOJy4YWsa aJeKBAaTHYI0 M CBOEBPEMEHHYIO MEIUIMHCKYIO IIOMOIb, B
YaCTHOCTH, TPOXOKIECHUE aHTEHATAJIbHOTO CKPUHUHIOBOI'O TECTA JUISl BBISIBIIEHUS OTKJIIOHEHUH Y
I10/a, YKa3bIBAIOIIMX Ha PUCK reHeTHYecKux 3aboneBaHuil. OHa yTBepiKaaja, YTO B CBS3U C
OTCYTCTBHEM PE3YJIbTaTOB JaHHOM MpOIe1yphl, OHA poauia pedeHka ¢ cuHapomom [layHa.

B nmnomeiTkax MOMy4YuTh BO3MEIIEHHWE MATEPUAIBHOTO M MOpPAJIBHOIO  BpeEAa,
3asgBUTENbHUIIA OOpalaach B HALlMOHAJIbHBIC OPTraHbl, HAUMHAs ¢ MHCIeKTopaTa mo KOHTPOJIIIO
KayecTBa MPEJOCTaBISEMbIX MEAUIMHCKUI YCIIyr, 3akaH4yMBas BBICIIUMU CyA€OHBIMU

MHCTaHIMSIMH rocyaapcTBa. CyneOHble OpraHbl HE HAlUIM CBSI3U MEXKIY HECBOEBPEMEHHBIM
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MIPOBEICHUEM TTPEIPOIOBOT0 00CIeI0BaHMs POXKACHUS peOeHKa ¢ cunapomoM Jlayna. Eit Takke
OBLIO OTKA3aHO B BO30YKJICHHH YTOJIOBHOTO JeJia B CBS3H ¢ (pajbcuduKanmeil JaHHBIX yKa3aHHBIX
B €€ MEIUIIMHCKOM KapTe, CIEeICTBHE HE COWIO €€ JOBOIAbl YOCTUTENbHBIMHU U TPEKPATUIIO
YTOJIOBHOE IIPECIEA0BAHUE.

Cyn ycranoBun HapyuieHue cT. 8 KOHBEHIIMM B 4aCTH IPaKIaHCKOTO CYAONPOU3BO/ICTBA,
B paMKax KOTOPOTO 3asBUTEJbHUIIA 3alpalliBajla KOMIIEHCALIMIO 32 0TKa3 Bpaya B IIPOBEACHUU
HEO0OXOIMMOM MPOUEAYPHI.

OnHuM M3 TOCIEOHUX PE30HAHCHBIX JEN, KACAIOMIMXCS ITUYECKHX HOPM B paMKax
pEIaKTUPOBAHUS T€HOMA, CTAJIO JEJI0 KUTailickoro ydeHoro X3 II[3sukys, uamenusmero JJHK
sMOpuoHa. [[3sHKYH TpOBOIMI UCCiIeNOBaHMs B 7 mapax, B KOTOPHIX TOJbKO oTel umen BUU-
MOJIOKUTENIbHBIN cTaTyc. 3amayeil ydeHoro Obuio «oTkiarouuTh» reH CCRS. OH cBsizaH C
dbopmupoBanueM Oenka, no3sosstomero BUY nonacts B kiietky. Ilo ero 3asBneHusim, "3MeHeHHE
reHa TOMOXKET He TOJIBKO UCKIIFOUUTh BHYTPUYTPOOHBIM PUCK 3apayKeHUs] PUCK 3apakKeHUsl, HO U
MOCJEIYIONIYI0 TaKyl BO3MOXKHOCTh. Pe3ynbTaTel €ro wuccieoBaHUN TIOKa He Obun
OITyOJIMKOBAHbI HU B OIHOM PELIEH3UPYEMOM KypHAJI€.

30 nexabps 2019 r. ydeHOro NpuroBOpuiM K 3 rojam TIOPbMBI U JIEHEKHOMY IITpady 3a
Mo (UKaIIIO TeHOMa SMOPHUOHOB YEJIOBEKA.

CTOUT OTMETUTD, YTO, KOT'/1a KUTAWCKUN yUEHBIN BIIEPBBIE 3aBUJI O CBOEM UCCIIEI0BAHUU
Ha oTpaciieBoil KoH(pepeHnunu B HosiOpe 2018 roma, Ha HEr0 OOPYIIMIIOCH MHOTO KPUTHUKH, B CBSI3U
¢ TeM, 4ro oTkiarodeHue reHa CCRS moBblmaer yrpo3y 3apa)keHHs HHBIMH BHUPYCHBIMHU
3a00JI€BaHUAMHU, B TOM 4YHCJIE€ UM BO3MOXKHOCTh cMepTHOcTH oT rpummna [4]. Ho mocteneHHO
HayyHOE COOOIIECTBO CTaJO0 MpU3HABaTh, YTO OH COBEPIIMJ KOJOCCAIbHBIA MPOPBIB IS
byHIaMeHTaJIbHON HayKH.

WuTepecHslil npumep npuBoauicsa Ha [V BecemupHom koHrpecce no 6nostuke B Tokuo B
Hos0pe 2018 r.: korna B AHIJIMM MOSIBUJICS aBTOMOOWIIb, OBbUI NMPHHAT 33aKOH, 10 KOTOPOMY
aBTOMOOWIIb JIOJDKEH ObLT 00s13aTENIbHO YIPABIATHCA TPEMs JIIOAbMU: OJWH UATH B MATHAECATH
miarax BOEpeau, TpyOuTh U MaxaTh ¢uiarom, KpuyaTh, 4TOOBI KaKyloO-HUOYIb JIOLIaAb WU
YeJI0BEKa 3TOT aBTOMOOMIIb HE 33/1aBUJI, BTOPOH — COOCTBEHHO PYJHUTh, a TPETHH — CMOTPETh
10 CTOpPOHaM, 4TOOBI BOBPEMsI OTITYTHBATh NMPOXOXKHX, KOTOPBIE MO Koyieca KugaroTes. M stot
3akoH 20 JieT AeHCcTBOBAJ, MOKa €ro He OTMEHWIW. CUUTAIOT, YTO K F'€HOTEpalui OTHOUIEHUE
ceryac Takoe e — 3JJ0pOBbIN KOHCEPBATU3M U HempusaTHe HoBanwii [5]. HecmoTps Ha To, 4TO
UCCIIeIoBaHMs B cepe reHoMa MPOABUHYIUCH JAJIEKO BIEpes Mociie yKa3aHHONW KOH(pEpeHIHH,
KOHCEPBATOPOB B 3TOM cepe ele T0CTaTOUHO.

B Poccun ogHUM U3 NEpPBBIX YYEHBIX, 3asBUBIIMX O TOTOBHOCTU MOJU(UKAIIMM FeHOMa

AMOpHOHA JJIsl cTan OHOJIOr, MpopekTop Poccuiickoro HaIMOHAIBFHOTO HCCIIEI0BATEIBCKOTO
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memuiuackoro  yauBepcuteta (PHUMY) wmm. Iluporoma, 3aBeayrommii mabopatopueit
penaktupoBaHus reHoma Hayunoro nentpa umenu Kynakosa [lenuc PeOpukoB. B poccuiickom
IIpaBe HET MpsMOro 3allpeTa Ha PEeJaKTHUPOBAHME T'€HOMA, HO PsJl YYEHBIX BBICTYIWIN 32
HaJIO’)KEHHUE MOPATOpUs Ha ATy NEATEIbHOCTb.

PykoBogutenr  JlaGoparopuum  Te€HOMHOW  HMHXXEHEpUH  MOCKOBCKOTO  (hHU3MKO-
texuuyeckoro uHcTUTyra (M®TU) IlaBen BomaukoB He mojajep:KUBaeT IMOJIHBIM 3ampeT Ha
N0J00HBIE UCCIIEAOBAHUS, TaK KaK 3TO TOYHO OTCPOUYHT PAa3BUTHE TEXHOJOTHH PEeJaKTHPOBAHUS
reHomoB. [Ipu 3Tom B Poccun, no ero cioBam, HET MPSIMOTO 3aIIpeTa Ha peAaKTUPOBAaHUE TEHOMA
Ha cTtajuu SMOpruoHa. Ho HeT u paspemaronux, 1 periaMeHTUPYIOLIUX M0I00HbBIE HCCIIeI0OBAaHUS
JOKYMEHTOB, YTO 3aTPyIHSET pa3BUTHE U MPOBEJICHUE UCCIIEIOBAaHMI B 3TOI obmactu [6].

Taxk, 3aBenyroumii 1abopartopueii pynkunonanpaoii reaomukn MI'HL Muxaun Cko6i10B
CUUTAET, YTO ITOT0 HEIOCTATOUHO: «MHOIME BEIIN HE ONPEEIAI0TCS CEKBEHUPOBAaHUEM T€HOMA.
['eHOM — 3TO OUeHB OOJIBIION U CIIOKHBIN 00BEKT, a 3(Hh(PEKTUBHOCTH AUATHOCTUKH U BBISIBIICHUS
pa3HOro poJia MyTalMid Ha CETOJHSAIIHUI JIEHb OY€Hb HU3Kas. Bo-nepBbIX, MOKET MPOUCXOIUTH
MHOKECTBO pa3HbIX Bellled, KOTopble PeOpuMKOB MpOCTO HE YBUAUT — CBS3aHHBIX C
SMUTCHETUKON, B MepBy0 odepenab. OH ke He OymeT ompenesisaTh, Kak B HTOr€ HW3MEHUTCS
SKCHpPECCUs] pa3HbIX T'€HOB. BO-BTOPBIX, MOJIHON€HOMHOE CEKBEHUPOBAHHME IIJIOXO BbISBIIAET
Pa3HOTo poja KpyIHbIE epecTaHOBKU» [7].

Otuueckuii kojeke B Poccuiickoii deneparuii Becbma 00CyX)IaeMO€ CETOHS SIBJICHUE.
Han ero mpoekToM paboTaeT OorpoMHOE KOJUYECTBO YUEHBIX, B TOM YHUCJIE FOPUCTOB, TEHETHKOB.
be3 3akoHOaTenbHOI Ga3bl BONPOCH! T€HETHUECKOTO PEJAKTUPOBAHUS HE CMOTYT pelaThcsl Ha
JOJIKHOM ypoBHE. BakHO coOmtocTH 6aaHC MEeXly STHYECKUMU acleKTaMH U HCCIIe0BaHUsIMU

B chepe peaKTUPOBAaHUS T€HOMA, a TAK)KE M30€kKaTh 3alPETUTEILHON MPAKTUKH.
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Mockoskuna Enmszasera Kupniosnall4

AO <UHDPAITPUM»

Poccusi, MockBa

4.8. 3amuTa npaBa HA HENPUKOCHOBEHHOCTh YACTHOM KU3HU B KOHTEKCTE PA3BUTHS

reHeTHYeCKHX TexHoJiormiills

AHHOTanuA. B cTatbe paccmaTpuBaercs MpaBO Ha YAaCTHYIO JKU3Hb M BO3MOXKHOCTH €€
OTpaHHWYCHUSI BBUY PA3BUTHS TEXHOJIOTHI cOOpa U 00pabOTKM T€HETUYECKUX JAHHBIX TAKUMHU
CcyOBbeKTaMH Kak KpyIHHbIE YacTHbIE KOpIopauu 1 rocyaapcto. [Ipousseaen 0630p aen u HopM
1paBa, KOTOPBIA IMO3BOJSET OLEHUTh MHOIOTPAaHHOCTh BOIPOCOB, BO3HMUKAIOIIUX B XOJE
NOJTyYCHUs, XPaHEHUS TAHHBIX YeJIOBEKa U pabOTHl C HUMH — B TOM YHCJIE TPOOJIEMBI IOTYYCHUS
JTOOpOBOJBHOTO  MH(GOPMHPOBAHHOTO corjacusi. B craTke TOABEPraroTcs COMHEHHUIO
3aKpeIJIeHHbIEe B HOPMax IpaBa OCHOBAHUS MOJy4YEHHUs T€HETHMUECKUX IaHHBIX Oe3 coryacus
cyOBeKTa.

KuroueBble ¢j10Ba: HEMPUKOCHOBEHHOCTh YaCTHOM *U3HHU, 0a3a nannubix [JHK, yvactHoe n

nyOJIMYHOE, YTOJIOBHOE MTPABOCYIHE.
E.K. Moskovkina
Protection of privacy in the context of the genetic technologies’ development

Annotation. The article examines the right to privacy and its boundaries in the context of
development of technologies for the collection and processing of genetic data by such subjects as
private corporations and the state. Has been carried out a review of cases and legal norms, which
allow to overthink all issues arising in the course of obtaining, storing and working with human
genetic data, including the problems of informed consent. The article casts doubt on the legal basis
for obtaining genetic data without the informed consent of the subject.

Keywords: privacy, DNA database, private and public, criminal justice

B cyne6HO¥ mpakTHKe pa3HBIX CTpaH MOSBISETCS BCEe OOMBINE e MO 3allUTe YaCTHOMN
JKW3HHM, TIPaBO HAa KOTOPYIO HApYMIAeTCI B CBS3UM C HCIOIH30BAHUEM HOBBIX TEXHOJIOTHI
npodeccHoHaNbHBIMU CYObeKTaMu. B HacTosiel craThe TaKUMU CYObeKTaMU TPU3HAIOTCS BCE,

HMCIOIUEC B CBOCM pPaACIHOPAKCHHUU CpPCACTBA JId TIOJNYUYCHUSA, XPAHCHUA U 06pa60TKI/I

114 © Mockoskuna E.K., 2020
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UCIIOJIb30BaHUs PE3YIbTATOBY
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MEAMIMHCKUX JaHHBIX (B TOM YHMCIe, TeHETUUECKUX ), Hal[pUMep, TOCYJapCTBEHHBIMHI OpraHaMu,
YaCTHBIMH KOMITaHUSIMHU. B 310Xy mu@poBBIX TEXHOIOTHH MOJYy4aTh JaHHBIE O (DPU3NIECKOM
COCTOSIHUM 4YE€JIOBEKAa CTAHOBUTCS JTOCTATOYHO HPOCTO M NMPO(ecCHOHAIbHBIE CyOBEKTH 3TUM
MOJIB3YIOTCS — MOJy4as JOCTYH K JaHHBIM O 370POBbE KIMEHTOB 0€3 MX BEIOMa U COTrjacusl.
CtpaxoBble KOMIAHUHU U pabOTOAATENN MOTYT IUIAHUPOBATH CBOE MOBEIEHNE TaK, KaK BBHITOJAHO
TOJILKO UM, TEM CaMbIM YCHJIMBasi HH(POPMAIIMOHHYIO aCHMMETPHIO Ha PHIHKE TOBAPOB M YCIIYT,
KOTOpast MPUBOJIUT K AUCKPUMHUHAIIMH M APYTUM HEOIaronpHsITHBIM TOCIEACTBUAM JUISL CIa0b0i
CTOpPOHBI [1].

l'ocynapcTBeHHble OpraHbl TaK K€ 3aUMHTEPECOBAHbI B CO3JIaHUU 0a3 JaHHBIX H
BO3MOXXHOCTH TOJb30BAHUS HMMHU — HAlpuUMep, A MyONWYHBIX IeNeil: JUis YroJOBHOTO
npecienoBanusi. Bo MHOTMX cTpaHax CyIIeCTBYeT HOpMaTHBHas 0aza, periIaMeHTHPYOIIas
BO3MOXXHOCTh TOJy4eHUS U OOpabOTKM T€HETUYECKOW, OMOMETPUYECKOW U APYTruxX BHUIOB
MEAUIMHCKOW MH(OpPMAIINH, pa3TpaHUuMBas Clyyau, KOrja corjiacue cyObeKTa MEIUIIUHCKUX
JMAHHBIX Tpedyercs H mpeaycmMarpuBas psig cinydaeB, korma Her. B CHIA 3akon 00
uneatudukanmm JJHK 1994 roma (Pub. L. No. 103-322) u 3akoH 0 CIpaBeIIMBOCTH ISl BCEX
2004 rona (Pub. L. No. 108-405) ycTaHOBWIN JETUTUMHOCTh HAIIMOHAJIBHOTO «kaTanora» JIHK:
zanmucedt JJHK mui, ocyxaeHHBIX 3a mpecTyrieHus; ananu3oB oopasnos JIHK, nmomydyeHHbIX Ha
MecTax MpecTyruieHus; aHanu3oB obOpasnoB [IHK, momydeHHBIX OT HEOMO3HAHHBIX TPYIIOB.
Jlannast HopMmaTHBHasi 0a3a MO CBOEMY COJAEpKAHHIO UMEET 00Illee ¢ HOpMaMU POCCUHCKOTO
®enepanbHOro 3aKkoHa «O rocy1apcTBEHHON FreHOMHOM peructpauun» N 242-03, neiicTByomum
¢ 2008 rona. B HeM ompeaensatoTcs KaTeropuy TpakaaH, Moyiexkaliyue o0s3aTebHOM reHOMHOM
peructpanuu Ais 1eneldl UIeHTU(PUKAIUU JUYHOCTH U CBSI3aHHBIX C 3TUM MPEAYNpPEKICHUEM,
PacKpBITHEM M pacciieJOBaHUEM MPECTYIUICHUH.

Takue nyOnuuHBlE I[ETM Kak MpPEeAOTBpAIleHUEe MPECTYIUICHHH IMpHU3HAIOTCA
CHpaBeAJIMBBIM OCHOBAHUEM JUI UCIOJIBb30BaHUS JTMYHOW MHPOPMALIUU O 37J0pOBbE 0€3 SBHOTO
Ha TO coryacus cyObeKTa, KOTOPOMY NMPUHAAJIEKAT ITH JaHHBIE [2, €.-2606].

Bomnpoc ocraercss HepelieHHBIM: T€ MNPOXOAUT TPaHULA ATHUYHOCTU IOJIb30BAHUS
JTAHHBIMM OTJIEJIbHBIX CYOBbEKTOB M MPaBO HA YACTHYIO kMU3Hb? U rmaBHOE, KTO BIIpaBe coOMpaTh
U o0pabaTbIBaTh TeHETUYECKHE JaHHbIE 0e3 corjacus: BCerja JH roCcylapCTBO UCIONb3YeT MX
000CHOBAHHO U cTIpaBeIuBO [3], a yacTHbIE KOMITAHUU HET, B CBSA3H C YEM UM U 3alpelieHa Takas
JIEATEIbHOCTh?

YacTHble OpraHuzanuu o0JalaloT TaKMMU e, KaK M ToCyJIapCTBO, TEXHUYECKUMHU
CpeACTBaMH TOJIyUYEHHs] JaHHBIX KIMEHTOB M MoTpeOuTeneil 6e3 ux cornacus M gaxe 0e3 Hx

BE€aOMa. CYHBI MIPHU3HAKOT HE3AKOHHOCTH TAKOI'O IMMOBEACHHN A YaCTHBIX KOMIIaHUH 110 BCEMY MHDpY.
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[Tpaxtuxa CHIA siBisieTcss Hanboee MHOTOYMCIICHHOM 110 KOJIMUECTBY PEIICHUH, YTO JIeIaeT ee
NPUBJICKATEIHLHOMN JJIsl U3YYEHUS U aHAIIN3A.

B suBape 2019 BepxoBnslii cyx mrara WnnuHolic npunsiin pemenue Rosenbach v. Six
Flags Entertainment Corp., KOTOpO€ 3aKperuio MpaBo MOTPEOUTES [T01aBaTh B Cy/l HA KOMIIAHUA
3a cOOp OMOMETPHUYECKUX AHHBIX, TAKUX KaK OTIIEYATKU MAaJbIEB U pagayXHas 000JI0UKa Iasa,
0e3 MpenBapUTEILHOTO JOOPOBOJIBHOTO HMH(DOPMHPOBAHHOTO COTJIACHs. 3ampeT Ha cOop,
XpaHeHHe ¥ 00pabOTKy MEIUIIMHCKOTO M TI'eHETHYECKOTO MaTepuayia KaXKeTCs OYEBHIHO
00OCHOBAaHHBIM — PHCK HEITUYHOTO IMOBEICHHS KOMIIAHUH M WCIIOJIB30BaHUS JAHHBIX MPOTHB
OTPEeOUTENCH BBICOK.

Hpyroe neno Lowe v. Atlas Logistics Group Retail Services LLC, paccMoTpeHHOe
OKPY’KHBIM CYJOM MITaTa I[)KOpI[)KI/Iﬂ, HIUTIOCTPUPYCT CJIy‘Iaﬁ, Korga 4acTHasls KOMIIaHUA
BOCIIOJIb30BAJIACh OMOMATEPHATIOM ISl CAMOCTOSITEIIBHOTO TTOMCKa HapymuTels. HecMoTps Ha To,
YTO OTBETYUK IPUBOJMI apIyMEHTBI O HEOOXOIUMOCTH 3alllUThl CBOMX TPaB, CyJ HE IMOCUUTAI
9TO AOCTAaTOYHBIM OIIpaBAaAHHUEM.

[Tockonbky rocyaapcTBo, o 00IIeMYy MHEHHUIO, PU3HACTCS €AMHCTBEHHBIM CYOBEKTOM,
00J1aJar0IMM MOHOIIOJIUEH Ha TPUMEHEHHE HACWIIMS U OTIPEICIICHHUS M 3allIUThl UHTEPECOB BCETO
o0111ecTBa, TOJIBKO FOCYJAPCTBO BIIPABE ONPEICIIAT 3TH IMyOJIMYHBIC HHTEPECHI, BBIPAOATHIBATh U
MPUMEHSTh MEXaHU3MBI UX OXpaHbI M 3amuThl [4]. Ha ceromusmHuii neHs MyOIUYHBIN HHTEpEC
ABJIACTCA C€AUMHCTBCHHBIM q)aKTOpOM, KOTOpI:IfI OmmpaBABIBACT HCIIOJIB30BAHHUEC T'CHCTHYCCKUX
TaHHBIX 0e3 coryacusi cyObekTa. IT0 OOBSACHSIET CIPABEATUBOCTh MOJIABIECHUS TOCYAapCTBOM U
€ro opraHamMi BOJIM CyObEKTa Ha Mepeaady reHeTHYeCKOro MaTepualia U JaHHbBIX, U 3aKOHHOCTh
OrpaHU4YCHHA IIpaBa YJAaCTHOU >KH3HMU. C‘-II/ITaeTCSI, 4YTO YacCcTHasd KOMIIaHUSA HE YIIOJHOMOUYCHA
BOBJIEKAThCS B MyOIM4HYIO0 cdepy, 3aiuiias myoJIudHbIi MOpsIOK, B TOM YHCIIE, IIOTOMY YTO
YacTHBIM CyOBEKT Bcerjma JAelWcTBYeT B COOCTBEHHBIX HHTepecax (3a peIKUM HCKIIOYEHHEM,
OJIarOTBOPUTENHLHBIX OpTaHM3alfii, MAIMeHTCKUX accouuanuii). JIeruTUMHOE TroCyaapCTBO
OCHOBAHO Ha JIOBEPHH, MOITOMY IMOJTyuyeHHEe U 00paboTKa OMomarepuaina U JaHHBIX HACEICHUS
IMPU3HACTCSA HACCICHUEM Ooitee NpCANIOYTUTCIIBHBIM, HCEXKCIIM TakKasd KE CATCIbHOCTD,
MPAKTUKYETCS YACTHBIMU KOPIIOPALIASIMHU.

Opnako cyneOHas mpakThka OoraTa AelaMu, T/ie OTAENbHbIE JIUIA TOJAI0T UCKH IPOTHB
roCyJapcTBa M €ro OpraHoOB, CCHUIASCh HA MPEBBINICHHE WMHU CBOMX NOJHOMOYHH B cdepe
MmpeciaIcaoBaHnA HY6J'II/I‘—IHBIX HHTCPECOB U HA HAPYUICHUC YAaCTHBIX IIpaB, a UMCHHO IIpaBa Ha
HEMPUKOCHOBEHHOCTh YaCTHOM >KM3HH M KOH(DHIEHITMAIBHOCTH MEIUIIUHCKON M TeHETHYECKOM
uH(pOpMaIlMK, a TaK K€ M BOBCE TPeOYIOT MPU3HAHUS 3aKOHOB, MPEAYCMATPUBAIOIINX TaKUE

IMMOJITHOMOYHA, HCKOHCTUTYIITMOHHBIMU. )41 HECMOTPA Ha TO, YTO B IroCyaapCTBax Mo BCEMY MHUPY
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IPUHATHl HOPMBI, OXPaHSIOIINE YACTHYIO KU3Hb U 00ecleurBaeMble CUIION TOCYAAapCTBA, UCTIIBI
YBEPEHBI, YTO FOCYIaPCTBO B JIUIIE CBOUX OPraHOB CaMO K€ U HapyIllaeT 3TH HOPMBI.

B nenasuem nene 2018 rona Center for Genetics and Society v. Becera cyna Kanudopaun,
JIBE HEKOMMEpYECKHE OpraHu3aluuu MU (U3NYECKOE JIHMI0 OCHApUBAIM KOHCTUTYLHUOHHOCTh
3akona o JJHK [5]. 3akon o JIHK paspemiaer coTpyIHHKaM MpPaBOOXPAHUTEIbHBIX OpPraHOB
cobuparp obOpasnsl JIHK y 3amepkaHHBIX 1O TOJO3PEHUIO B COBEPIICHUU YTOJIOBHOTO
IPECTYIUICHUS U XpaHHUTh uX. bonee Tpetn Beex 3aaep:kanubix B Kamdopuuu B 2017 roxy Obutn
OCBOOOKJIEHbl — OHM ObUIM JHOO OMpaBAaHbl U C HUX OBLIM CHSTHI BCE OOBHHEHHS — HO HX
npoGwin U TEHEeTHYECKHE JaHHble, BCE €lIe HaXOJIATCS B HALMOHAIbHON 0a3e JaHHBIX
IIPAaBOOXPAHUTENBHBIX OPraHOB, JOCTYI K KOTOPOM OCYILECTBIISETCS OJMIMEN 110 BCEH CTpaHe.
Bo3moxHO, MHOTHE U3 HUX Ja)K€ HE 3ayMbIBAIOTCS 00 3TOM — MOJULIKA HE 00s3aHa co00IIaTh
apecToBaHHBIM O ToM, 4TO uX JIHK XpaHuTCs B 1OCTYNHOM /7151 TOCY1apCTBEHHBIX OPraHoB 0aze
naHHbIX. Tak ke, y MOJUIMH HET 003aHHOCTH COOOIIATh 3a/IepKaHHbBIM, YTO €CJIM UM He OyIyT
IpeIbIBICHB OOBUHEHHS HIIM €CJIM OHHM OYIyT OINpaBlIaHbl, OHU MOTYT MOTPEOOBATh, YTOOBI X
FEHETUYECKUE U JIpyre MEIULMHCKHUE JaHHble YHUUTOXWIM. B paccmatpuBaemom nene Center
for Genetics and Society v. Becera ucTupl a0Ka3bIBajld, 4TO 3aKOHOJATENIbHBIM aKTOM HE
3aKperieHa 00OCHOBaHHAs LeNlb, KOTopas Moryia Obl ONpaBIbIBaTh XPAaHEHHE M IOCTOSHHOE
nomnonHeHne «kojutekuun» JJHK mpoduned 3anepxaHHbIX, HO HE MPU3HAHHBIX BUHOBHBIMH, a
CJIEIOBATENbHO, HE OCYXJACHHBIX JIUL. VCTIBbI HacTauBalIu, YTO 3aJep>KaHHbIE HE JOJHKHBI OBITh
UCKJTIOUEHHEM — OHM MMEIOT T€ K€ IpaBa Ha KOH()UICHIMATBHOCTD U 3alUTY YaCTHOM KHU3HH,
4YTO M KXl KanudopHuen. McTipl 3asBiasim cBou TpeOoBaHUs B cOOTBETCTBHHU 1 13. cT. 1
Koncturynun Kanudopuun, koropas siBisieTcss TOCYyJapCTBEHHBIM SKBUBaJeHTOM YerBepToit
nonpaBku Koncturynuu CILIA ans 3ammThl oT HEOOOCHOBAHHBIX OOBICKOB U apecToB. [lo mux
MHeHuto, BKiIoueHne J[HK denoBeka B 6a3y MaHHBIX NMpaBOOXpaHUTENbHbIX opraHoB CIHA
(CODIS) noBblaeT BEpOATHOCTb TOTO, YTO YEJIOBEK, OYAy4H ONPAaBJAHHBIM B OJJHOM YTOJIOBHOM
Jiesie, MOXeT OMMOOYHO CTaTh MOJ03PEBAEMbIM B IpyroM. M3-3a pacusma, mpoOiembl, KoTopas
Bce eme oueHb octpa B CIIIA, B TOM 4mciie CBSI3aHHOM C YrOJIOBHBIM IIPaBOCYJIMEM, ITPaKTHKa
coopa u xpanenuss JIHK mnoaBepraer TeMHOKOXHX JOJEH PUCKY OIIMOOYHOTO apecra u
HEIPAaBOMEPHOI'0 OCYXIECHHUS.

Kamudpopuus ssusercs omuum u3 31 mrarta, KoTopbli paspemaer c6bop JIHK
apeCTOBaHHBIX — TaK Ha3biBaeMble «3akoHbl o momydeHuu JIHK». 3akonsl 006 apecte JJHK
BapbUPYIOTCS OT IITaTa K INTaTy B 3aBUCHUMOCTH OT psaa (akTOpOB, B TOM YHUCIE OT CaMOro
paBOHApYLIEHHUs, OT Toro, korga obpaszen JJHK Obin momyden, korna ero oopaboTanu u T.J.
Kpome Toro, Bo Bcex CYIIECTBYIOIIMX 3aKOHaX IMPEIyCMOTPEH MOPSAIOK YHUUYTOXKECHHS

O6uomMarepuana U MHGOPMAIMU B CIy4yae, €Clid apecTOBAHHBIM HE OCYXKIEH WIH OCYXICH 3a
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NpecTyIuieHne, He W3 CHOUCKAa TMPEeCTYIUIGHHH, CYObEKThl KOTOpPBIX IOABEPraroTCs
MPUHYAUTEIFHOMY T€HETUIECKOMY MPOPIIUPOBAHUIO [6].

Hopwmei ipaBa, perynupytomiue coop u xpanenue JJHK, SBISI0OTCS OTHOCUTETHHO HOBBIMH.
B 2013 roxy Bepxosnsiii cyn CIIIA B mene Maryland v. King ocraBun B cuiie 3aKOH IITaTa
MbpwiieHn, paspemaroluid MpaBOOXPaHUTEIBLHBIM OpraHaM cobupaTth oOpaznsl JIHK 'y
apecroBanHbix. Cyn mnpusHai, uro cbop obpasua JIHK sBisercss 4acThlo «IIOMCKay»
NPaBOHAPYUIMTENS, HO B COOTBETCTBUM C YeTBepToil mMOmpaBKOM W 3a00p CIIOHBI, U
ucnionb3zoBanne JIHK g mpoBepkM KpPUMHHAIBHOH HMCTOPUU apEeCTOBAHHOIO SIBIISIOTCS
000CHOBAaHHBIMHM, TaK KakK 3allMIIAIOTCA MPEeXKIE BCEro MyOJUMYHbIE HHTEPEChl — IOUCK
npecTynHuKa. YerBepras mompaBka, Kak oTmevyan BepxoBubiii cyn  Kamudopaum,
IIPElyCMAaTPUBAET: «IIPABO JIIOJEH Ha 3alIUTy CBOMX JIUL, JOMOB, JIOKYMEHTOB 1 UMYILECTBA OT
HEO0OOCHOBAHHBIX OOBICKOB U U3BATUIY.

Ob6cyxnas Maryland v. King, cyn ormernn, yto ucnoib3oBanue JIHK Ttexnomoruit
CTaHOBUTCA «BCE 0OJI€€ paclpOCTPaHEHHBIM» U UTO BCE IITATHl U (eiepaibHOE MTPaBUTEILCTBO
npou3BoIAT cOop oOpaszmor JAHK Bcex mmiy, ocykaeHHBIX 3a yrojioBHble npectyruienus. Cyn
00BsicHuI, yTo pemenue Maryland v. King onpenenuno, ObuT U 3alpelieH B COOTBETCTBUU C
YetBepToii monpaskoii coop obpasuos JAHK mroxeii, apecToBaHHBIX, HO €IIle HE OCY>KICHHBIX M0
OOBUHEHUSM B YIOJIOBHOM NIpeCTyIUieHUU [7].

Pemenue cyna o Tom, 4TO 3alie4Hble Ma3KH SBJISIOTCS IPUEMIIEMBIMU, OCHOBBIBAETCS Ha
TOM (paKTe, YTO «3alIEeYHbII Ma30K — ropaso Oosee A AIul MpoLecc, 4eM 3a00p KPOBU» — 3TOT
’Ke apryMeHT IIPUMEHSETCS U B IpyroM perieHun cyaa Missouri v. McNeely. 9To Tak, o1HaKo ¢
TOUYKH 3pEHUS 3aKOHA TaKO€ apryMEHTHUPOBAHUE SIBJISIETCS] HCKYCCTBEHHBIM /ISl LIEJIU ONPaB/IaHuUs
JETUTUMHOCTH JACUCTBUH U MOIBITKA apryMEHTUPOBATh HE NPUMEHEHHE YeTBEepTOM MONPABKH —
4TO 3alleYHbII Ma30K, uyTo 3a00p KpoBM Uit co3zfanus npodwis JHK aBnserca HapyieHuem
(bu3M4ecKoil 1IeJTOCTHOCTH U HEITPUKOCHOBEHHOCTH YEJIOBEKA.

B 2018 rony Bepxosnsiii cyn mtata Kanudopuus no neny People v. Buza nocranosun,
yTo TpeboBanue mraTta o cobope 3akona o JIHK neiicTBoBano mpuMeHUTETHHO K JIUILY, KOTOPOE
OBUIO apecTOBAHO 3a TSHKKOE MPECTYIJICHHE, a B KOHEYHOM UTOTe OCYXJEeHO 3a momkor. Cya B
nene no neny People v. Buza He BbICKa3an MHEHHMS O KOHCTUTYHMOHHOCTH 3akoHa o JIHK
NPUMEHUTEIBHO K APYTUM «KJIacCaM» apecTOBAHHBIX, a TaK)Ke He PeIIns, HEOOXOIUMO JIU
«aBTOMAaTHYECKOE» HCKIIIOUEHHUE JIMla U3 0a3bl JaHHBIX U YHMUYTOXKEHHE €ro MEIUIIMHCKOMN
uHpOpMallUM B CiIydae, €CIM BBIACHUTCA, 4YTO apecT HEeMpaBOMEpeH U 3aJep KaHHBIN
peadMIINTHPOBAH.

B cootBercTBuun ¢ npumensiemsiM B aene 3akoHom o JJHK Kamudopuuu obpazust JJHK

OTIIPABJISIOTCS B J1a00OpaTOpPUIO JUIsl CO3/IaHUsl YHHKaNbHOTO npoduis uneHtudukanuu JTHK.
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3atem »TH TIpoduiaM XpaHATcs B KanmudopHuiickom OaHke naHHbiXx JIHK, koTopwiii siBisieTcs
4acThl0 OOIIeHAMOHATBHON 0a3bpl naHHbIX CODIS, KOoTOpYI0 MPaBOOXpaHUTEIbHBIE OPraHbI
MOTYT HCIIOJB30BaTh Ha (QeAepabHOM, INTATHOM W MECTHOM YpoBHsAX. HMHbopmarus,
nonydeHHas u3 JIHK dyemoBeka, nomkHa XpaHUTbCS B TaiiHe, W JI000H, KTO CO3HATEIIBHO
3JI0YMOTPEOIIIeT TAKUMHU 00pa3liaMy I COOTBeTCTBYrOIMMU Tipodrsimu JTHK [8].

3akon o [IHK npexycmaTpuBaer, 4To, €Ciiu apecTOBaHHBIA OCBOOOXKIAETCS OT OOBUHEHUA,
U HET JPYrMX OCHOBAHWM /I XpaHCHUsS HH(POPMAIMH, APECTOBAHHBINA JOJKCH 3alpPOCHTH
yHu4TOXKeHue ero nanubix u JJHK o6pa3sia.

Cyn, paccmarpuBaromuii geno People v. Buza, mpokommenTupoBai, 4yto B neie People v.
Robinson cynom mtata MnuHoiic panee yxe ObUTa MojanepkaHa MpakTHKa 00s3aTeasHOro coopa
oopasnoB JJHK y ocykaeHHBIX MPECTyMHHUKOB UMEHHO B LIENSAX MX uAcHTHU(UKaiuu. B nene
People v. Robinson 6bu10 npu3nano, yto npodmis JJHK HeBO3MOXHO M3MEHUTH, B OTIUYHE OT
[[BETa BOJIOC WM JPYruX (U3NYECKUX XapaKTEPUCTUK, KOTOPbIE HCIONB3YIOTCS B KadyecTBE
cBuzieTenbCTB B enax. Cya TakkKe MOSCHWI, YTO YCTAHOBJIICHHE JTUYHOCTH apeCTOBAHHOTO HE
OBLJI0 KOHEYHOM I1eJThI0, cchiasich Ha neno Loder v. City of Glendale. Cyn otmeTn, 4To OCHOBHAs
1neiab WISHTU(HKANMK 3aKiodajack B TOM, 4YTOObI 00Jerduth cOop wuHpopManuu o0
apecTOBaHHOM, COJEpIKaIIecs B MOMUIEHCKUX 3aMHUCSIX, KOTOPbIE 3aTE€M IMOMOTJIN Obl IPUHSTH
pElIeHHEe O TOM, KaKyk0 Mepy MPECeUeHUs BEIOPATh.

B paccmarpuBaemMbix genax, cOop U 00paOOTKy JaHHBIX 0€3 coryacusi MPOU3BOIUT
roCyJapCTBO WJIM TOCYJApCTBEHHBIE OpraHbl, AEHCTBYIOLIME OT €ro MMeHH. Cuurtaercs, 4To
YCTaHOBJICHHE B HOPMATHUBHBIX aKTaX KOMIIETEHIIMH OPTaHOB ITOCY1apCTBa SIBISETCS JOCTATOYHON
MEpOM NIJIsi TIPECEUCHUs] HApYIIEHUs MpaBa Ha YAaCTHYIO KHU3Hb CO CTOPOHBI TOCYAApCTBa M €ro
OpraHoB, yupexjacHuil. OmHako OOJBIIOE KOJIHMYECTBO CYACOHBIX CIOPOB MOKA3bIBAET, YTO IO
MHEHHUIO MCTIIOB TOCYJapCTBEHHBIE OpraHbl BCE€ K€ IMPEBHIIAIOT CBOK KOMIETEHIUIO U
3II0YMOTPEOIIAIOT MTOJIHOMOYHUSMHU, TEM CaMbIM HapyIiasi TPaHUILY, MPOXOASIIYI0O MEKIY OXpaHOH
NyOJUYHBIX HMHTEPECOB W TMPABOM YACTHYIO KU3Hb. [lyOMWYHBIM WHTEpeC — Kareropus
MeTadu3nyeckass W CIOXKHAs Il ONPEACICHHs] B HOPMATHBHBIX aKTaX W JUISI TOJKOBAaHUS
MPAaBONPUMEHHUTENIEM, YTO JellaeT €ro HEOAHO3HAUYHBIM KpPUTEpPHEM, MOJTBEPKIAIOLIIUM
JETUTUMHOCTh TOJYYeHHs] M OOpabOTKM TEHETUYECKUX JaHHBIX 0e3 J00pOBOIBHOTO
nH(pOpMUpPOBAaHHOTO corjiacusi cyObekTa. McTimpl BceX 0OCYXKTaeMBIX BBINIE JET IBITAIOTCS
OCTIOPUTH KOHCTUTYITMOHHOCTHh M MPABOMEPHOCTH TOJYUYCHHSI TOCTYIa, XpaHEHUsI U 00pabOTKH
TeHeTUYECKUX JaHHBIX. M ecnu B ciydasx, T[e 3allUIaeTcs MPaBO HA YACTHYIO JKH3Hb OT
HE3aKOHHOTO  HCIIOJIb30BaHUSA TEHETHYECKOro MaTepuaia W HHPOpPMAIMH  YaCTHBIMHU
KOPIOpAMsIMU HAOJIIOAAeTCsl MEHBIIIEe KOJUYECTBO CIIOPOB M OTHOCHUTEIHHOE €IUHOOOpasue

CyneOHOI MPAKTUKH, TO B CIIOpaX MPOTHB FOCYIAPCTB BCE €IIe OCTASTCS PsiJI BOIIPOCOB.
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4.9. MekayHapoaHble NIPUHIMIIBI 00ecTieYeHusi TeHOMHOM 0e30IacHOCTH

AHHoTanus. Hacrosmasi cTaTes NOCBSIIEHA aHAJIN3Y OCHOB 00€CHEueHUs] F€HOMHOMN
0€30MaCHOCTH Ha MEXAYHAapOAHOM, PErMOHAJIbHOM M HAlMOHAJIbHOM YpOBHAX. B crarbe
OCYLIECTBJICHA IIONBITKA BBIABICHUS OCHOBOIIOJIArAIOIIMX HA4aJl M HAINPABICHUW pa3BUTHUSA
peryaupoBaHus 0€30IacCHOCTH N€HOMHBIX HCCIIEOBAaHUM Ha YHUBEPCAIbHOM M PETMOHAIbHOM
ypoBHe (B EBponeiickom Coro3e), a Takke B HALlMOHAJIBHOM 3aKOHOJATENILCTBE HEKOTOPBIX
rocyapcTB B paccMmarpuBaemoin chepe. OmperneneHuss mnepedHss OOMMX W CHEIHATBHBIX
IPUHLMIIOB 00ecreyeHnusi TeHOMHOM Oe3omacHocTH. Martepuainbl cTaTbd MOTYT NPEACTaBIATH
UHTEpecC 71 ApYrux cep uccienoBaHuii reHoMa yenoBeka (OMoMeauIKHbl, OMONH(OPMATUKH,
MEUIUHBI, PENPOYKIIMY YeJI0BEKa U T.1.).

KiroueBble ci10Ba: MeXIyHApOJHOE MpPaBO, TEHOMHAs OE30MAaCHOCTh, O€301MacHOCTh
reHOMHBIX uccnenoBanuid, JJHK, renomHast nnpopmanms, TpuHIMITEI TEHOMHON 0€301acHOCTH,

MEXyHapO/IHbIE CTAHJAPTHI.
M.V. Nekoteneva
Safety of genomic research: international principles of legal regulation

Annotation. This article analyzes the basic principles of ensuring genomic security at the
international, regional and national levels. The article attempts to identify the fundamental
principles and directions of development of the regulation of the safety of genomic research at the
universal and regional level (in the European Union), as well as in the national legislation of some
states in this field. Definitions of the list of general and special principles for ensuring genomic
safety. The materials of the article may be of interest for other fields of research on the human
genome (biomedicine, bioinformatics, medicine, human reproduction, etc.).

Keywords: international law, genomic safety, genomic research safety, DNA, genomic

information, genomic safety principles, international standards.
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I'enernueckass 0e30MacHOCTh HBIHE JKUBYIIMX M OYIyIIMX IMOKOJICHWH, HEJOIYILEHHE

HUHITMJCHTOB, CIIOCOOHBIX ITOBJIEYH HE3aMCUIMTCIIbHBIC WJIN OTAAJICHHBIC ITOCICACTBUA JIA
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3IOPOBbsl JIIOJIEH, 3aTPOHYTh MX 3alllMLIIEHHOCTh, 3alIUIIEHHOCTb PACTEHUI U IKUBOTHBIX,
OKPY>KaIOIIeH MPUPOTHON cpesibl, OECIIOKOUT CETOAHS HE TOJbKO YUYEHBIX, MEIUKOB U JAPYTUX
CIEIUAJINCTOB.

Bripaxkenue reHoMHas 6€30MaCHOCTb UCIOJIB3YETCS B PA3IMYHBIX 3HAUEHUSAX, HAUMHAS OT
oOecrieueHrus 0€30MaCHOCTM Te€HEeTHYeckod uWHGOpMalMd U  3aKaH4YMBas IpaBUIAMU
0€30MaCHOCTH OCYILIECTBICHNS FEHETUUECKUX UCCIIEI0BAaHUI U UCIIOJIb30BAHUS UX PE3YJIbTATOB.

HecmoTpst Ha TO, 4TO B OCHOBONOJIAralOIIMX aKTaxX O MPaBax yeloBeKka OepeT CBOe Havaio
IIPaBOBOE PETYIUPOBAHKE TEHOMHOM 0€3011aCHOCTH, CIelyeT OTMETUTh, YTO CPEAH TaKHX aKTOB,
OTCYTCTBYIOT HOPMBI, HETIOCPEICTBEHHO HAIIPaBlIEHHbIE Ha oOecrieueHue Takoit 6bezomacuoctu. U
JIa)Ke TECHO CBS3aHHBIE U CIEAYIOLIUE TPUHIMIIAM OCHOBOIIOIATAIOLINX aKTOB O IPaBax 4eJIoOBEKa
CHEIMaJIbHbIE MOJ0XKEHHSI aKTOB YHUBEPCAJIbHOTO XapaKTepa, HEMOCPEICTBEHHO MOCBALICHHbIE
MIPOBEJICHUIO UCCIIEeI0OBAaHUN U pa3paboTOK B 0OJIACTH YEIOBEUYECKOI0 T'€HOMAa M UX peau3allui,
HE coJiepKaT CTaHIapTOB OOeCIieueHUsl TeHOMHOM 0€30IacHOCTH.

[Ipu 3TOM cTaHAapTOB OOECIEUEHUSI FTEHOMHOI 0€3011aCHOCTH Ha MEKYHAPOJHOM YPOBHE
He paspaboraHo. IloaroroBka TakuX akTOB MoOIJIa Obl 0a3WpoOBaThCS HA CHEIHAIBHBIX
MOJIO’KEHUSAX aKTOB YHHUBEPCAILHOTO XapaKTepa, HEMOCPEACTBEHHO MOCBAIICHHBIX MTPOBEICHHUIO
UCCIIEIOBAaHUM H pa3paboOTOK B O0OIACTH YEJIOBEYECKOr0 TeHOMa W WX pealu3aluy;
CYILIECTBYIOIIEM MEXAYHAapOJHOM OIbITE, HAPUMEP, B 00NACTU CTAaHAAPTU3ALUHU 3ALIUTHI OT
BO3JICUCTBUS pauallii, 3alUThl OKPYXKAIOIIEH Cpebl OT aHTPOIIOTEHHOTO U APYTHX (HaKTOPOB
BO3JICHCTBUS; a TakkKe Ha psfe MPHUHIMIIOB OCYIIECTBICHUS TEHOMHBIX HCCIEI0BaHUMH,
dbopMupyromXxcs, MOKa, Ha ypOBHE 00CYKIEHUS U 0000IIEHUS CYIIECTBYIOIIETO PEryIHPOBaAHUS
B paccMaTpuBaeMoi 00JIacTH.

Onupasick Ha OMBIT MPABOBOTO PEryJUpPOBaHUsI oOecreueHusi 0€30MacHOCTH B BBIIIIE
YKa3aHHBIX 00JacTsIX BO3MOXKHO MPEATOKUTh BBIICIUTh Pa3IMYHbIE YPOBHH, a TaKkke 0oOIIHe U
CrelMallbHbIe PUHIUIBI 00eCTIeYeHNs TeHOMHOM 0€30MacHOCTH.

B03MOXHO BBIIEIUTh YHUBEPCAIbHBIM, PETMOHAIBHBIA WM HAUWMOHAIBHBIA YPOBHHU
o0ecrneyeHnsi FeHOMHOI 0€3011acHOCTH.

YHuBepcanpHas TeHOMHasi 0€30MaCHOCTh CO37aeTcsl Ml BCEX TOCYNapCTB, BCETO MUPA.
OcCHOBBIBaeTCA Ha MEXIYHapOJHBIX AaKTax, HEMOCPEACTBEHHO WM  OINOCPEIOBAHHO
HaIpaBJIEHHBIX Ha 00€CTIeUeHNE MEKTyHAPOIHOW TeHOMHOM 0€30TacHOCTH.

3HauUMTENbHBIA BKJIaJ B oOecrieueHne OE€30MacHOCTH B paccMarpuBaeMon cdepe
MPUHAJICKUAT TAKUM MEKIYHAPOIHBIM MEXIIPABUTEIHCTBEHHBIM OpTaHu3alusiIM Kak BecemupHas
opraHm3aius 3apaBooxpaHeHus, u Opranuzanus OOweauHEHHBIX Hamwmii mo Bompocam
oOpa3zoBaHus, HAYKH W KyJabTypbl. Tak BcemupHas opraHmzamnmsi 37paBOOXpaHECHHS TPHHSIIA

pEIIeHNE O CO3BbIBE DKCIEPTHOIO KOMHUTETa MO pa3paboTKe rio0aabHBIX CTaHIApPTOB B cdepe
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HaJ[30pa 3a MCCJIEAOBAaHUAMU IO PEIAKTUPOBAHUIO T€HOB 4YesioBeKa [1] B mensx paccMOTpeHue
HAy4YHBIX, ITUUECKHUX, COLUAIBHBIX U IOPUANUYECKUX BBI30BOB, CBSI3aHHBIX C PEIAKTHUPOBAHUEM
TeHOB YEJIOBEKa, U1 0OecreueH s HaIe)Kallel OIIeHKH PUCKA U TOJIb3HI.

Opranmsanuein O0beanHEHHBIX Hammii mo Borpocam 00pa3oBaHus, HAYKH U KYJbTYPHI, B
YaCTHOCTH, 000CHOBAH MOJXOJ, B COOTBETCTBUH C KOTOPHIM F'€HOM YE€JIOBEKAa OTHECEH K «00IIeMy
HACJICIUI0 YEJIOBEUECTBA» W COOTBETCTBEHHO STOMY TIOAXOAY pa3pabaThIBalOTCS aAKTHI,
PEryJIMPYIOIINE OCYIIECTBIEHUE T€HOMHBIX UCCIIEIOBaHUM.

PernonanpHas renomMHasi 0€30MaCHOCTh — 3TO OE30MAaCHOCTh B OTAEIBbHOM, KOHKPETHOM
peruoHe. B wactHocTH, oOecnedenue Oe3omacHocTu B EBpome ocHOBaHa Ha MeXaHU3MeE
¢ynkunonupoBanusi psaa cucteMm. CyllecTBeHHBIM BKIax B oOecreueHre O€30MacHOCTH B
paccMaTtpuBaeMoll cdepe NPUHAUICKHT TaKUM MEKIYHAPOIHBIM MEKIPABUTEIHCTBEHHBIM
opranmzanusam kak — EBponetickuii Coro3 u Coset EBponbl. Oco00ro BHUMaHUS 3aCIyKUBAET
Kounsennus Coseta EBpomnbl 0 3amuTe 1paB 1 JOCTOMHCTBA YEJIOBEKA B CBSI3H C JOCTHXKEHHUSIMU
Ouonorun U MeauuuHbl: KOHBEHIMS O MpaBax yejaoBeka U OMOMEAUIMHE (M JOMOJIHUTEIbHbIE
IIPOTOKOJIBI K HEM, B TOM YMCJI€ JONOJHUTENBHBIN NPOTOKOI O 3anpeTe KiIoHupoBanus). [lpaBom
TOJIKOBATh IOJI0KeHUsT KOHBEHIINN BO3IIOKEHO, B COOTBETCTBUHU cO cTaThel 29, na ECIIY.

B EBponeiickom Coro3e pa3paboTaHO 3HAYUTEILHOE KOJIMYECTBO aKTOB, B TOM MM MHON
Mepe, 3aTparuBaroIIuX oOecredeHne 0e30MacHOCTH T€HOMHBIX HCCIeNOBaHMNA. BakHyio poib,
cpenu Hux wurpaetr Pemenne EBpomneiickoro Ilapmamenta um Cosera EBpomneiickoro Corosza
1082/2013/EC ot 22 okta6ps 2013 r. 0 cepbe3HbIX TPAaHCTPAHUYHBIX YIpo3ax 370pOBbI0 U 00
ormeHe Pemenus 2119/98/EC pacmmpsitoiiee nepedeHb CEpbe3HBIX Yrpo3 Ui 370POBbS C
TpaHCTPAHUYHBIMU MIOCIIEACTBUSMH, BKIIIOUYAs TAK)KE YIPO3bl XUMHUYECKOT0, SKOJIOTHYECKOTO MU
HEU3BECTHOTO MPOUCX0XkAeHUs. COOBITHSI, KOTOPbIE MOTYT IIPEJCTaBIATh COOO0M Upe3BbIYaiiHbIE
CUTyalluH B 00J1aCTU OOILIECTBEHHOTO 3JpaBOOXPAHEHNUsI, UMEIOIINE MEXITyHAPOJHOE 3HAUCHHE,
ObLTM 10OaBIEHBI B CIIUCOK B COOTBETCTBHH C MEPECMOTPEHHBIMH MeXayHapOJHBIMUA MEIHKO-
canutapubiMu npasuwiamMu  BO3 2005 ronma. Komurer mno OGe3omacHocTM B o0nactu
3IPAaBOOXPAHEHUs, TOMYYUBIIUN OQUIIMATBHBINM CTaTyc B COOTBeTCTBUM ¢ Pemennem No
1082/2013, oxaspiBaer nomomis Komuccum EC B KoOpAMHALMU KPU3HCOB B OOJIACTH
0O0IIECTBEHHOT'O 3/I[PABOOXPAHEHHS; OH TAK)KE KOHCYJIbTUPYET MUHUCTPOB MO BOIIPOCAM 37I0POBbS
wieHoB EC u koopauHupyeT ux aecteus. HeBO3MOXHO HEJOOLIEHUTH 3HaUYeHHE pemennii Cyna
EBponeiickoro Coro3a B paccMarpuBaemoit oonactu [2]. Takum obpazom EC u Coser EBporsl
TaKXe aKTUBHO Pa3BHBAIOT MEPHI B 00J1aCTH 00ecTIedeHNs TeHOMHOM O€30MaCHOCTH B pa3IMYHbIX
HarpasjieHusx [3].

Ha nanuoHanbHOM YpOBHE OTCYTCTBYET €JMHOOOpA3HbIN MOJIXOJ WK KOMIUIEKC Mep,

HaIlTpaBJICHHBIX Ha oOecreyeHre TeHOMHOM 0e30MacHOCTH. B0O3MOKHO OTMETHTH HECKOJBKO
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OCHOBHBIX ITOIXO/I0B, UCIIOJIb3YEMBIX FOCYIapCTBAaMHU /1715l o0ecreyeHns 0€30MacCHOCTH FTeHOMHBIX
UCCIIE0BAHUMN.

MOo3KHO BBIIETUTH PsIZl CTpaH, II€ TEHOM BOCIPUHUMAETCS Kak 00BEKT uccienoBaHuil. B
psze TrocydapcTB I€HOM IO3MLMOHMpYETCsl Kak oOllee Hacjeiue 4YeloBeKa M HUCXOlsl U3
yKa3aHHBIX XapakTepUCTUK U peryaupoBaHHe oOecneueHus: O€30macCHOCTH TI'e€HOMHBIX
UCCIIEJOBAaHUM BBICTPAMBAaeTCAd 110 pA3IMYHBIM CXeMaM. B  HEKOTOpBIX TrocylapcTBax
UCIIOJIb3YETCSI JKECTKOE PpEryJMpoBaHHE, IpPU KOTOPOM 3aKOHOJATEJIBHO YCTaHABIMBAIOTCS
3alpeThl OJHUX WINM 3HAYUTEIBbHOE OTPAHMYEHHUE MPOBEIEHUS IPYrMX BHIOB JEATECIBHOCTH U
uccienoBaHuil. B psne rocynapcts, Ha00OpOT, 3aKpEIUVIEHO MUHMMAJIbHOE I'OCYIapCTBEHHOE
peryarpoBaHKE UM CAaMOPETYIMPOBaHUE oOecrieueH s 0e30MaCHOCTH T€HOMHBIX UCCIICIOBAHUIA.

B niesiom obecrieueHre reHOMHOM 0€30aCHOCTH 3aBUCUT KaK OT MH/IMBUYaJbHbIX, TaK OT
COBMECTHBIX JEMCTBUI M YCUJIMH BceX rocyaapcTB MHpPOBOro cooOmiectBa. TakuM oOpa3oMm Ha
BCEX YPOBHSX: MEXIYHapOAHOM, PETMOHAIbHOM M OCOOCHHO HALMOHAJIbHOM, TpeOyercs
OCYIIIECTBJIEHUE B3BEIICHHbIX, COIVIACOBAaHHBIX JEHCTBUII rOCY1apCTB, B COOTBETCTBUHU C OOLIUMU
Y CTICIIHAILHBIMY MTPUHIIMIIAMA 00€CTICYeHUS TCHOMHOM 0€30TIaCHOCTH.

K o0mmM npuHIUnaM MOXHO IPeAIOKUTh OTHECTH TaKUe MPUHLIUIIBI KaK:

[IpyHIMN HEAETMMOCTH MEXIYHapoAHOM TreHoMHOM Oe3zomacHocTu. [nobanu3anus,
AaKTUBHOE pa3BUTUE HHTErpallMy BJIEYET TECHYIO B3aUMOCBS3b BCEX TIOCYIAapCTB B MHUpE.
WHuuaenTt, mpousoulemInii B OAHOM WJIM HECKOJBKHMX TOCYJapCTBaX, CIOCOOEH MOBJIEYD
HE3aMeUINTEIbHBIE WM OTJAJICHHBIE IOCIEACTBUSA NI APYroro rocylapcrBa, a MHOTAA s
JIECSITKOB WM COTEH CTpaH Mupa. Hanpumep, MHOTMMU rocy1apcTBaMU MHTEHCUBHO CO3/1AI0TCA
TaKle TeHETUYECKU MOIU(UIIMPOBAHHbIE OPraHU3MBI, M0JIb3a OT KOTOPBIX JOJKHA MPOSBUTHCA
TOJIBKO MOCJIE MX BHECEHUS B OKpy»Karolyto cpeny. Ho, 3auactyro, npeayranate U ¢ npeaeabHOM
TOYHOCTBIO paccUUTaTh 3PPEKT U BOZMOXKHBIE MTOCIEICTBUS TAKOIO BHECEHHSI HEBO3MOXKHO, KaK
U BOCIIPEISITCTBOBATh B MOCJIEAYIOIIEM PACIPOCTPAHEHUIO TaKUX OPraHU3MOB Ha TEPPUTOPUU
Pa3JIMYHBIX TOCYIapCTB. B CBA3M ¢ 4eM, NpHU NPOrHO3UPOBAHMM MOCIEACTBUN TAKUX JEUCTBUI
rocy/apcTBaM HEOOXOJMMO PYKOBOJCTBOBATHCS 3a/1ayeil COBEPILIEHCTBOBAHMS U oOecredeHus
MEXXyHApOAHOM TeHOMHOM 0€30MacHOCTH, B TECHOM B3aUMOCBSI3M 00€CTI€UeHUsI HAllMOHAIBHOM
U PErHOHAJIbHON T€HOMHOM 0€30MacHOCTH.

[lpuHuun paBHOM TeHOMHOM 0€30MacHOCTH O3HAYAeT, YTO TOCYAApCTBO JIOJIKHO
o0ecreunBaTh CBOIO 0€30I1aCHOCTh, COM3MEPSISI €€ C BO3MOXHOCTAMHU oOecrieueHus: 0e301MacHOCTH
npyrux rocynapctB Henomyctumo obecnednBaTh 0€30MaCHOCTh OJHOTO TOCYJapcTBa 3a CYET

0€30IaCHOCTH JIPYroro WK APYrHX TOCYAapCTB MUPOBOTO COOOIIECTBA.
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ITpuHIMI 060CHOBaHUS — MIPEeyCMaTPUBAIOIINI 3allpeLIeHHEe BCEX BUJOB JEATEIbHOCTH,
CBS3aHHBIX C '€HOMOM, IPU KOTOPBIX MOJY4YEHHAas [UIsl YelIOBEeKa U OOILIECTBa, OKpY’KaroLIeh
Cpenbl 110JIb3a HE IPEBBIIAET PUCK BO3MOXKHOTO Bpea, IIOCIEACTBUI TaKO! ACSATEIBHOCTH.

JleTanu3upyroT U JOMOJIHAOT MOJIOKEHHUS OOIIMX MPUHIUIIOB MOJIOKEHHSI CIIELUaIbHBIX
IPUHIUIOB 00eCleYeHNss TeHOMHOI 0€30MacHOCTH.

[MpuHIHMIT TPETOCTOPOKHOCTH  yCTAHABIMBAIONIMM, 4YTO, €CIH KaKOW-TMOO BUJ
JeSITeIbHOCTH 3aKI04aeT B ceOe yYrpo3y WM BEpOSTHOCTh HaHECEHHUs yiiepOa 3710pOBBIO
YEJIOBEKA WIH OKPYXKAroLIeH cpelie, TO MEphl IIPEIOCTOPOKHOCTU JOJKHBI IPUHUMATHCS, JAXKe
€ClIM Kakasg-mu00 NMPUYMHHO-CIIEACTBEHHAs CBsI3b 70 KOHI[A HAy4YHO He oOocHOBaHa. [IpuHimm
IIPEIOCTOPOKHOCTH — ATO MPUHLMI, KACAIOLIUICS MPoOIeMbl HayYHOH HEONPEIeIEHHOCTH B
mpolecce MNPUHATHS pelmeHuid.  l'ocymapcTBa JOJDKHBI NPEIBHIECTh M pearupoBarb Ha
IOTEHLIMAIBbHBIN BPEN OKPYXKAIOUIEH Cpezie, a He TOJIBKO Ha N3BECTHBIN WM JOKAa3aHHBIN Bpel, a
9KOJIOTMYECKHE PUCKU JOJDKHBI YIIPABJIATHCS C AOIYCTUMOM NOTPEIIHOCTHIO B CIIy4ae, €CIM OHU
0osiee cepbe3Hbl, YEM IEPBOHAYAIBHO OXHUAAJIOCH B OTHOIIEHWU TI'€HOMHBIX HCCIIEIOBAHUM,
MOJKET JIeYb B OCHOBY CO3/IaHUSl TaKMX CTaHAApTOB. PN ydeHbIX oTMedaer [4], 4To mpUHLHUII
IIPEIOCTOPOKHOCTU B OTHOUIEHMHM TI'€HOMHBIX HCCIIEJOBAHUM SIBJISIETCS OCHOBOIIOJIArAFOIIKM.
Pa3pabaTbiBaeMble aKThl, JOJKHBI COAEPKATh MEPbI, PA3IMUHOrO XapaKTepa, HalpaBlieHHbIE Ha
IIPEAOTBPALIEHUE TOCIEACTBUA TI€HOMHBIX HCClIeN0BaHUN. [IpMMEHATBCA HaHHBIM INPUHLIAIL
JIOJDKEH B IIMPOKOM CMBICIE, HE OTPAaHWYMBASACH JIMIIb TOJBKO MCCIECJOBAaHUSAMHM T'€HOMA
4eJI0BEKa, HO U PAaCHpOCTpaHssICh Ha JOObIe M3bICKAaHHUSA B pacCMaTpUBAaeMOM 001acTH, TaK Kak
TeHHOM MoaM(uUKanuu CcerogHs TMOABEpraloTcs W Jpyrue JKUBbIE OpPraHHU3MbI, HE
KOHTPOJIMPYEMbIE TOCIEACTBUS TaKUX MCCIEJIO0BaHUN 3a4acTyl0 HE OOpaTHUMbl U MOTYT
MIPUBOAUTH K TPATUYECKHUM MOCIEACTBUSAM.

[TpuHIMD coXpaHEHUs TeHOMA YelloBeKa Kak 0co00ro BHU1a, U 03HAYAET HEAOMYCTUMOCTb
U3MEHEeHUs reHoMa 4enoBeka. CoueTaHne MHTEPECOB OOILIECTBA U IMYHOCTH, CBOOO bl HAYUHBIX
WCCJIEOBAHUM MPU3BIBAIOT K CYIIECTBOBAHUIO PsiAa HCKIKOYEHUH, OCHOBHBIM YCJIOBUEM
JOITYCTUMOCTH KOTOPBIX SIBISETCS HEU3MEHHOCTh T€HOMA HACJIETHUKOB.

[TpuHIMN pHOpHUTETA KU3HU U 370POBbS YEJIOBEKA HAJl MHTEpecaMH HayKH M 00IIecTBa,
yCTaHaBIIMBas 3alpeT HAa NPUMEHEHWE N€HOMHBIX TEXHOJIOTMM WM MPEKPALEHUE PUMEHEHUS
TaKUX TEXHOJOTUH B JIOOOM UX MPOSBIEHUH, €CIH ATO YIPOXKAET KHU3HU M 3JI0POBBIO
rpakAaHUHA, HECMOTPSI Ha UHTEpeC HayKH U O0IlecTBa K TakoMy mpuMeHeHuto. (B HekoTophix
rocyJapcTBax IMOJUTHUYECKUE M YIpPaBICHCKHE (DaKTOPHI 3aCTaBISIOT 3aKOHOJATesel CTaBUThH
00I11eCTBEHHOE BBIIIE YACTHOT0, @ UHAWBUIYAILHOMY OJIary nMpeinoyuTarh 01aro KOJUIEKTUBHOE,

Ipu 3TOM O6HI€CTBCHHOC HJIN KOJUICKTHUBHOC IMPAKTUYCCKU HECOTACIMMO OT roCyaapCTBCHHOTO
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IIpuHUMD yBakeHUs JOCTOMHCTBA M OOECIEYEHUs W 3alllUThl IIpaB 4YellOBEKa, BHE
3aBHCUMOCTH OT €r0 T€HETHUYECKMX XapaKTePUCTHK. 3aKpeIuIsieT IMOJIOKEHHs O TOM, YTO IO
MMPU3HAKY '’CHCTUUCCKHUX XaPAKTCPUCTUK HUKTO HEC MOKCT MMOABECPTraTbCAa JUCKPUMUHALIUN, LCIIN
WIN pe3yJbTaThl KOTOPOI MPECTaBIAIOT COOOH MOCIraTeIbCTBO Ha MpaBa YeJI0BEKA, OCHOBHBIE
CBOOO/IbI U YEJIOBEYECKOE JOCTOUHCTBO.

B TecHOI B3amMMOCBS3H C NpeAbIAYIIUM MMPUHIUIIOM HAXOJUTCA HpI/IHI_[I/IH PaBCHCTBA
HE3aBUCHMO OT T€HETHYECKHX OCOOCHHOCTEH YeJOBEeKa O3HAayaeT 3alpeT AMCKPUMHHALUHU T10
IPU3HAKY T€HETHYECKUX OCOOCHHOCTEW, MHAMBUIYAJIbHO WM KakK MPEICTaBUTENS KaKOH-1100
rpynmnbl. Tak Kak HCTOpPUM HM3BECTHO JOCTATOYHO (DaKTOB Takoro poja JAUCKPUMMHAIMM,
MOJIOKEHUS JJAHHOTO IPUHIIUIIA TIPUOOpETaroT ocoboe 3HaueHue [6].

HpI/IHIII/IH rapaHTun HCIIPHUKOCHOBCHHOCTDH JIMYHOCTH IIPU OCYIICCTBJIICHHUHM T'CHOMHBIX
UcclieIoBaHUN. B cOOTBETCTBUM € yKa3aHHBIM MPUHIMIIOM 3aIIPELaeTCsl IPOBEJCHUE T€HOMHBIX
UCCIICIOBAaHMM, BKJItOYas JAMAarHOCTMKY W JieueHue, Oe3 coriacus uuauBuaa. C MoMeHTa
3apOXKACHUS B ITOJIOKCHUAX HIOpH6epFCKOFO KOACKCa IMPUHIMUII IMOJTYYNUJI 3BHAYUTCIbHOC PAa3BUTHUC
B TIOJIOKCHUSAX XEITbCHHCKOM ACKJIapalyun REIVIEEON IMPUHOMUIIBI TPOBECACHUA MCIUIMWHCKUX
UCCIIIOBAaHUM C ydyacTueM dYejioBeka B kauecTBe cyObekra» M Konsenuuu Cosera EBpomsl o
3allMTe MpaB M JOCTOMHCTBA 4YEJIOBEKAa B CBS3U C JOCTHIKEHUSMHU OMOJIOTUM U MEIULUHBI:
KonBeHnust 0 mpaBax ueynoBeKa W OMOMEAMIIMHE, KOTOpas TAKXKe 3aKpeIuIsieT MOJOXKEHHS 00
0053aTeTbHOM MOTY4€HUH HH(OPMHUPOBAHHOTO COTJIACHSI.

HecmoTpst Ha TO, UTO B pEerMOHAILHOM M HAIlMOHAJILHOM 3aKOHOJAATENbCTBE pa3paboTaH
psl aKTOB, COZIEPIKAIMX MPAaBUJIA MO 3aIIUTE NMEPCOHAIBHBIX JAHHBIX, B OTHOLUIEHUH T€HOMHOM
UHPOpPMALIUK TIEPBOOYEPETHOE 3HAYEHHE MpHOOpeTaeT pa3padoTKa CHCTEM KOHTPOJIS |
oOecrieueHus ee 3aluThI. HpI/IHIII/IH 3alInuThI reHEeTUYECKOM I/IH(bOpMaIII/II/I HWHAWBHA KaK 4aCTu
NEPCOHANBHBIX JIaHHBIX, BKJIIOYAIONIMNA: COOJIIOJIEHHE Mep 10 3alluTe OT pa3rJiallieHus
COOTBETCTBYIOLIEH MHPOPMALMU JIMLAMH, KOTOPbIE UMEIOT JAOCTYN K F€HOMHOW HMH(pOpMaluu;
JOIYCTUMOCTh cOOpa, 00pabOTKM, XpaHEHHUs YKa3aHHOW HH(OpMAalUU TOJBKO C COIJIacus
WHIAWBHJA, MOPUHATUC MCP II0 YHHYTOXKCHHIO COOTBETCTBYIOIIHMX JAaHHBIX II0 IIpaBHJIaM,
YCTQHOBJICHHBIM 3aKOHOM, CTAaHOBHTCS OCOOCHHO aKTYaJbHBIM IPH MOIBITKAX OCYIIECTBICHUS
BceoOIIei reHOMHOM acmopTH3aIuu [7].

JlornuHBIM AOIIOJIHCHHUEM PACCMOTPCHHOTI'O BBIIIC TMPUHOUIIA ABJIACTCA HpI/IHHI/IH
rapaHTHPOBAHHOTO JOCTYIA HHIANBU/IA K COOCTBEHHOW reHOMHOM nH(popMaluu. B cooTBeTcTBUN
C 3TUM NPUHLUIIOM IO TPeOOBAHUIO MHUBH/IA JOJKHBI OBITH MIPECTABICHBI BCE HEOOXOUMbIE
cBe/leHUs 0e3 MCKIIIOYEHUH M OTPaHWYEeHUH, a TakKe BO3MOXHOCTH IO BHECEHHIO M3MEHEHUI,

I/ICHpaBJ'IeHI/II\/'I, ﬂOHOJ’IHCHI/Iﬁ, HJIN YHUYTOXCHUS OTUX JTAHHBIX.

@M’,ZIO?} https://www.rosnou.ru/ 577



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

ObecnieueHre TEHOMHOW O€30MaCHOCTH SIBJSIETCS MPUOPUTETHOM 3amavyeil MHPOBOTO
cooOmiecTBa, TeM O0oyiee B HBIHCIIHUX YCIOBHUSX, KOTJa BO3HUKAIOIINE WHQEKIMOHHBIC
3a00J€BaHUs M YIrpo3bl OuOTeppopuU3Ma W OHMOJOTMUECKHX aTaK BbBI3BIBAIOT TJ100ATBHYIO
03a004eHHOCTh. Mepbl, HampaBjieHHble Ha oOecredyeHue Takol O0e30MacHOCTH, TpeOyroT

YCHUIICHUS HOPMATHUBHBIX Tpe6OBaHI/II71 H IIporpamMmm peryjIvpoBaHusA TaKOIo poJa ACATCIbHOCTH.
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4.10. luckpuMMHAIHSA 110 NPU3HAKY reHeTH4YecKoro craryca u npakruka CIIIA u

Kananapr''®

AHHoTauusA. B 1aHHOH cTatbe aBTOPOM MpPEICTaBICH 0030p OCHOBHBIX HOPMAaTHBHBIX
akToB W mpumepoB u3 cyneOHoi mnpaktuku CIIIA u Kanazapl, HOCBAIIEHHBIX BOMpPOCaM
IIPOTUBOACUCTBHAA JUCKPUMUHAUUMU IO IPU3HAKy TI'EHETHYECKOro craryca. ABTOPOM
HOJYEPKUBAETCS, UYTO IPUHATHE 3aKOHOAATEJIbHBIX aKTOB B JAHHBIX CTpaHax ObLIO IPOAUKTOBAHO
Pa3BUTHEM COOTBETCTBYIOLIErO IPABOBOIO PETYJIMPOBAHMSA Ha MEXIAYHApOIHOM ypoBHe. Ha
IpUMepe KOHKPETHBIX CYAEOHBIX [iel1 MNPOWUIIOCTPUPOBAHO, KaK TPAKTYETCSl IOHSTHE
TEHETHUYECKOM INCKPUMUHALIMY B KaHA/ICKOW U aMEPUKAHCKON I0PUCIAUKIMSX.

KiroueBble cioBa: JIUCKpUMHUHALMS, TEHETUYECKUH CTaTyc, cyneOHas NpaKkTHKa,

MIPaBOBOE PETyJMPOBAHUE, CTPAXOBAHUE, 3aHITOCTb.
D.V. Ponomareva
Genetic Status Discrimination and US and Canada Practices

Annotation. In this article, the author provides an overview of the main regulatory acts
and examples from judicial practice in the United States and Canada on the issues of
counteracting discrimination based on genetic status. The author emphasizes that the adoption of
legislative acts in these countries was dictated by the development of relevant legal regulation at
the international level. Case studies illustrate how the concept of genetic discrimination is
interpreted in Canadian and American jurisdictions.

Keywords: discrimination, genetic status, judicial practice, legal regulation, insurance,

employment.

I'emermueckoe TECTUPOBAHUEC, KOTOPOC BKIHOYACT B cebsg aHanu3 XpoOMOCOM H
TCHETUYCCKUX HOCHeJIOBaTeJIBHOCTefI YCIIOBCKA [JIs BBIABJICHUA HAJIWYHUA OINPEACICHHBIX
IMPU3HAKOB, MOXCT HUMCTb MHOI'0O MPCHUMYIICCTB. OHO TO3BOMISET Y3HAThb YCJIOBCKY O CBOEM
MPOUCXOKACHUUN U MOMOTaCT YYCHBIM COCTABUTH KAPTy JOUCTOPUUCCKUX MApPUIPYTOB MUT'PALIUA

HIOHefI. PeS}’HBTaTBI TCHECTHUYCCKHUX I/ICCJ'Ie)IOBaHI/Iﬁ MOTYT OBLITH HMCIIOJIL30BaHbI JJIA BBIABJIICHUSA
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IPEPacoNOKEHHOCTH K TeHETUYECKUM 3a00JI€BaHUAM (T. H. IPOTHOCTUYECKOE TECTUPOBAHNUE).
Brnanes Takoii nHpopmanmei, 4eI0BeK MOKET HayaTh JICUCHHE CEPhE3HOT0 3a00JIeBaHuUs yKe Ha
paHHeﬁ craguu. Yy CIICHHUAIIMCTOB  HOABIIICTCA  BO3MOXHOCTL  OCYIICCTBJIATH BBI60p
(apMOKOJIOIrMUECKUX METO/I0B JICUEHUs!, UCXOJS U3 PE3yIbTaTOB FEHETUYECKOTO TECTUPOBAHUS.

Apanrtanus TepanmMM K BO3MOXKHOCTAM TI'€HETHYECKMX HCCIEAOBaHUM mo0yauso
NpPaBUTEIILCTBA  psAAa  Pa3BUTBIX  TOCYJapcTB  (MHAHCHUPOBATH  HOBYIO  00JIacTh
«IIePCOHAIM3UPOBAHHON» MeAuLMHbL. HecMOTps Ha TO, 4TO ajeKo HE BCE FEHETUYECKUE TECThI
IIPU3HAIOTCS HAIEKHBIMH, a PE3yJIbTAaT TECTUPOBAHUS HE BCETA OHO3HAYHO CBUIETEIBCTBYET O
Pa3sBUTHU U CTENEHM TSDKECTH 3a00JI€BaHMSA, T€HETHMUYECKOE TECTUPOBaHME OyAET MPOJ0JKATh
OTKPBIBATh HOBBIE 00JIACTH MEIUIIMHCKUX 3HAHUHN M HOBBIC BAPUAHTHI JICUCHUS [6].

OILHaKO I'CHETHYCCKad I/IH(bOpMaIII/Iﬂ TaK)K€ MOXKET OBLITh HCHOJb30BaHa B neiaAax
JUCKpUMHUHALMU. Tak, pe3ynbTaTbl FeHETUYECKOTO TECTUPOBAHUS MOTYT y BHEIIHE 370POBOIO
4eJoBEeKa II0Ka3aTh BBICOKUH pPUCK BO3HUKHOBEHHUs 3a0oieBaHuUs, KOTOpoe moTpedyeTr
JOPOTOCTOSNICH MEAMIMHCKOW momony. Takas MH(pOpManus MOXKET TOBIHATH HA MPUHATHE
pelIeHus 0 TPYAOYCTPOICTBE KaHAuIaTa Ha paboTy WM YCIIOBHSI 3aKJIFOUSHHS C HUM JIOTOBOPA O
CTPaxOBaHMM.

Ha cerogusmHuii €Hb TPYAHO TOBOPUTH O JOJTOCPOYHBIX 3TUYECKUX M IPABOBBIX
MOCJICACTBHUAX IMOCTCIICHHOI'O «BHCAPCHUA» I'CHCTHYCCKOIO TCCTUPOBAHUA B C(bepy 3aHsATOCTH,
CTpaxoBaHus, HpO(l)PIJ'I&KTH‘ICCKOfI MCEOUIINHEI. Tem me MCHEC, ClIydan AOUCKpHUMHHAlIWU I10
IIPU3HAKY TEHETHYECKOI0 CTaTyca BO3HMKAIOT B Pa3jMYHBIX TOYKax 3eMHoro mapa [7]. Tak,
kaHajgckue CMU coobmaroT o ciyyasix AMCKPUMHHALMU 3asBUTENEH CO CTOPOHBI CTPaXOBBIX
KOMHaHI/II\/'I, paCluCHUBAIOIMNX PE3YJIbTAThl TCCTHPOBAHUA C TOYKHU 3PCHUMA HOTCHHI/IaHBHOﬁ
BO3MO>XHOCTH BO3HHUKHOBCHHS HACJICACTBCHHBIX 3a6OHeBaHI/II\/'I.”9 HpaBI/ITeJ'II)CTBa OTACIBbHBIX
rocynapct, Hanpumep, B CoenuneHHsix lllTatax, ABcTpaJiun M psAEe €BPONEHCKUX CTPaH
OPUHSJIM  COOTBETCTBYIOIIME 3aKOHOJATElIbHbIE aKThl 1O Oopb0e C TIeHeTH4ecKoi
nuckpumuHareit. JlroOonbiTHO, uto KanHama, XOTss M MMEET 3aKOHOJATENhCTBO O IMpaBax
YCI0BCKa, CTpaxOBaHHHU, HEIIPUKOCHOBCHHOCTH JaCcTHOH KH3HU, HaITpaBJICHHOC Ha
MUHHMMM3ALHIO0 HEOIIPaBIAHHOW JUCKPUMHUHALIMY U IIPEIOTBPAILCHUE HEHAUIEKALLErO JOCTyIa K
JUYHOW MH(pOpPMAlMK WIM €€ UCIOJIb30BAaHUS, B HACTOSIIEE BPeMs HE pacrojiaraeT HU OJHUM

aKTOM, 06eCHe'-II/IBaI-OHH/IM KOHKPCTHYIO 3alllUTy OT TeHETHYECKOM JAUCKpUMHUHaWH.

119 Ilpum: Heckosbko *KypHaJIOB M BeO-CaliTOB OIyOJIMKOBAIN MCTOPHIO 00 yYUTENbHUIE B [ epMaHuM, KOTOPOH
ObUIO OTKa3aHO B IOCTOSIHHOH paboTe, NMOTOMY YTO €e OTell cTpajan O0oJe3HbI0 XaHTHHITOHA, TeHETHYECKUM
paccTpoHCTBOM, COOTBETCTBEHHO, U y He€ ObII BBICOKHH PUCK BO3HMKHOBEHHS TAKOTO 3a00JIeBaHUs. YUUTEIbHHULA
BBICTYIaJIa TIPOTHB T'€HETHYECKOTO TECTHPOBAHMA M JIoOMIach TpyaoycTpoiictBa. Hemenkwuii cyn mpusHanm oTkas
paboTonarenst JUCKPUMHUHAIIIOHHBIM M TIOCTAHOBHJI, YTO 3asBUTEJILHHIIA JOJDKHA HMETh IIPaBo Ha TPYIOYCTPOWCTBO
0 IAaHHOMY MeCTy pabOThbl Ha HEONPEIEJICHHBIH CPOK.
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[IpotuBozeiicTBUe AMCKPUMHUHALMU 1O MPU3HAKY T€HETUYECKOro CTaTyca MMEeT IOJ
co00M MeXIyHapOAHO-MIPaBOBYIO cocTaBistomyio. B 1990-x rogax mpoekt «['eHoM uenmoBeka
[8], 6maromapst KoTOpoMy ObLlIa OTKPBITA M U3YYE€HA TIOJTHAS TOCIIEI0OBATEIILHOCTh YEIOBEYECKOTO
reHoMa, 0003HaurI HEOOXOAUMOCTh IMOMCKA OTBETOB Ha TUKO-IPABOBbIE BOIIPOCHI, CBA3AHHBIE C
TeHETUYECKUM TECTHUPOBAHUEM M T€HETHYECKMMH MaHUMYISIIUsIMH. B mocienyromem mpoekt
«["eHOM YeToBeKa» MOCTYIITUI OCHOBHOM JUISI IPUHATHUS PSJia MEKIYHAPOIHBIX aKTOB, B KOTOPBIX
3arparuBajiach MpodiieMa TUCKPUMHUHAIIIY 110 IPU3HAKY TCHETHYECKOTO CTaTyca.

Opranuzanusa O6benuHeHHbIx Hammii mo Bompocam o0pa3oBaHMs, HAYKU U KYJIbTYpPbI
(FOHECKO) BpIcTymaeTr 3a TO, 4YTOOBI BCE ToOCyJapcTBa OOECIeUMBad 3alIUTy OT
JUCKPUMHHAIIMM Ha OCHOBE T€HETHUYECKUX JAHHBIX WJIM F€HETHYEeCKUX Xapakrepuctuk. B 2003
rony FOHECKO mnpunsina BeeoOuryro aexmapamuio o TeHOME YeJIOBEeKa M MpaBax venoBeka [ 1],
KOTOpasi, B COBOKYITHOCTH CO CTPEMJICHHEM 3alIUTUTh F€HOM 4YeJIOBEKa OT Pa3IMYHOro poja
MaHUNYJSAIUN, CTaBANIMX TOJ YIpo3y KH3Hb M JMYHYIO HENPUKOCHOBEHHOCTh OYIYIIHUX
MOKOJICHHUH, TaK)Ke HalpaBlieHA Ha MPEJOTBPAIICHUE TeHETHYECKON TUCKPUMHUHAIIMU U JII000TO
WCIIOJIb30BaHUs TEHETUYCCKON MH(POPMAIUK, KOTOPOE IPOTUBOPEUIIIO ObI MPUHIIMITAM 3alTUTHI
YeI0BEUYEeCKOro JOCTOMHCTBA W TpaB dYeloBeka. Takke CTOUT Ha3BaTh MeEXIyHAapOIHYIO
nexnapanuio FOHECKO o renernueckux aansHbix yenoBeka 2012 roga [4] ycTaHaBIMBAIOIIYIO
STUYECKHE TPUHIIUTIBI UCTIOIB30BaHUS TEHETHICCKON HH(POPMAITIH YSIIOBEKA C TEM, YTOOBI TaKast
uH(popMaIus «HEe WCIOIH30BaNIACh B IEJISIX, KOTOPHIE HOCAT TUCKPUMHHAITMOHHBIA XapakTep B
CUJIy TOTO, YTO OHA HApYIIAET WM MPUBOIUT K HAPYIICHHUIO MPaB YeIOBEKa, OCHOBHBIX CBOOO/T
WM YeJIOBEYECKOro JOCTOMHCTBA OTJENBHOIO JIUIA, U YTOOBI OHA HE MCIOJB30Bajach B IENsX,
BEJYNINX K CTUTMATH3aI[MU TOTO WJIM WHOTO JIMIA, CEMbH, TPYIIBl WIH OOIIUHBI (CTAThs 7
Hexnaparuu 2012 rona). Bmecte ¢ TeM, He CTOUT 3a0bIBaTh, YTO BHINIEO003HAYECHHBIE JOKYMEHTHI
OTHOCSITCSL K T. H. «aKTaM MSTKOTO MpaBay, KOTOPBIE COAEpKAT HOPMBI PEKOMEHIATEIbHOTO
xapakrtepa.

B pamkxax Coera EBporbl OONBIIMHCTBO TOCYAApCTB-YJIECHOB IMOAMUCANIO, HO HE
patudunmrponago KoHBEHIHIO O 3aIUTe MPaB U TOCTOWHCTBA YETIOBEKA B CBSA3U C IPUMEHEHUEM
JTOCTHIKEHUH OMoNoruu v MeauIHb: KOHBEHIHS 0 mpaBax yenoBeka u obuomenuuune 1997 rona
(u3BecTHas kak KonBenius OBbenno — 1o Mecty e€ noanucanus) [3]. [lognucasmue Konpenmuo
rocyaapctsa'?’ B3sm Ha ce6s 00s3aTeNbCTBA IPUBECTH CBOE 3aKOHOIATENLCTBO B COOTBETCTBHE
¢ mpuHUunamu, n3ioxeHHbIMU B KonBennuu. Crates 11 KonBenun 3anpemiaet o0yt popmy

AUCKPUMHUHAIIMK B  OTHOHICHUU JIMIA 110 HOpPU3HAKY C€ro TICHCTUYCCKOro HaCJICOaus.

120 ITpum.: Ha nanHbBI MOMeHT KOHBEHIMIO O paBax 4eIoBeKka 1 OMOMEeAMIIMHE noAnucany 35 ctpal wieHsl CoBeta
EBpomel, 29 n3 Hux ee paruduuupoBanu. Konsenuumio 1997 roma MOKHO Ha3BaTh HE TOJBKO 3aBEpIICHHUEM
KOIU(UKAIMK TPUHIMIIOB OMOITHKH, HO M OTIIPABHOW TOYKOH ISl JIBMIKEHUS K ropas/io 0ojiee 3HAYMMBIM LIEIISIM.
Poccus He yuacTByer.
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B 2008 romy 6wt mpuHAT JlomosHUTENBHBIN TPOTOKON K KoHBeHIMM O mpaBax dYeloBeKa U
OMOMeIMIIMHE, KAaCAIOIIUIICS TeHETUYECKOr0 TECTUPOBAHUS B MEIUIIMHCKUX Lemsx [2]. Janubii
MPOTOKOJ COJAEPKATEIIbHO paclupuil MojoxeHuss KoHBeHuumn. B 4acTHOCTH, JOKYMEHT
omnpeAenua MNPUHIMIBI HHQOPMUPOBAHUS M TOJYYEHHUS COIJIAaCHsl TAalMeHTa, a TaKkKe
TEHETUYECKOTO KOHCYNbTUpOBaHMs. B JoKkyMeHTe 3akperuieHbl o0liue mpaBuia MPOBEICHUs
FEHETUYECKUX TECTOB M BIEpPBbIE HA MEXAYHAPOJHOM YpPOBHE TMOJHSATHI  BOMPOCHI
CaMOCTOSITEJIBHOTO JOCTYIIA MAIUEHTOB K TEHETUYECKUM IKCIIPECC-TECTaM, KOTOPbIE B Oy yllieM
MOTYT IMpeularaTbCs Ha KOMMEpYECKOW OcHoBe. I[IpoTokos Takxke omnmpeaenser YCIoBUs
MIPOBEJICHHUS TECTOB B OTHOILICHUH JIIOJIEH, HE CIIOCOOHBIX J1aTh cBoero cornacusa. Kpome toro,
JOKYMEHT COJEP)KUT IOJOXKEHHS, KacalollMecsl 3alluThl YacTHOM KU3HM U IIpaBa Ha
MH(OPMALIMIO, TIONYYEHHYIO B Pe3yjbTaTe TeHeTHueckoro Tectupopanus.'?! Ha cerommsimuii
JI€Hb JIUIIH HECKOJIBKO TOCYAApCTB MOAMUCAIN U PAaTU(DULIUPOBAIIU 3TOT MPOTOKO.

['ocynapctBa, KOTOpbIE MPUHSUIA COOTBETCTBYIOIIME MTPABOBBIE aKThl, HAIIPABJICHHbBIC HA
00pp0y C NUCKPUMHHAIMEW IO TPU3HAKY TEHETHYECKOrO CTaTyca, NMPUMEHSIOT pa3indHbIe
noaxoabl. OIWH W3 TaKUX MOAXOJOB 3aKIIOYACTCS B BBEIACHHWE OTPAHMYCHHMH Ha CBOOOMY
JIOTOBOpa B cepe 3aHATOCTH U CTpaxoBaHHs [9], UTO TEOpETHUECKH MOXKET CHOCOOCTBOBATH
MOSIBJICHUIO 00ImMX 3ampeToB (0€3 OTHOCUTEIBHO KOHKPETHOW Cdephl JCSITCIBHOCTH)
JUCKPUMHHALIMM 1O IpPHU3HAKy TEHETHMYECKOro cTaryca WM CEKTOPHOIO IIPABOBOIO
peryaupoBaHus B TaHHOW YaCTH JUIsl CTPaXOBbIX KOMIIAHUM U paboToaaTeneil. B yactHoCTH, Kak
CTpaxoBIIKMKaM, TaKk ¥ paboTogaTeNnssM MOXKET ObITh 3alperieHo TpeOoBaTh OT 3asBUTENS WU
COMCKaTensi MPOBEACHUS T€HETMYECKOTrO TECTUPOBAHUS WM NPEIOCTaBICHUS MNPEAbIIYIINX
Pe3yJIbTaTOB TECTUPOBAHUS. AJIbTEPHATUBHBINA BApUHT — 3aIlPET Ha UCIIOJb30BaHUE PE3YIbTATOB
TECTUPOBAHUS TIPH MPUHATHH ONPEICIICHHBIX PEIICHHUH, KOTOPhIE MOTYT HETATUBHO CKA3aThCs HA
coucKkarelne Wi 3asButese (IpU pacueTe BBHIIJIAT 3aCTPAXOBAHHOMY JIUIY WU MPU TOPYyYEHUU
oTpeieNIeHHBIX 3a7a4 PaOOTHUKY/COMCKATEIO).

Bropoii moaxon xapakTepusyeTcsi NpHUHATHEM Oo0Jiee CII0KHOIO, KOMILJIEKCHOTO
3aKOHOJATeNbCTBA 00 oOecnedyeHnr KOH(PHUACHLIHAIbHOCTH B LEISAX 3alIUThl T€HETHYECKHX
JaHHBIX OT HECAHKIIMOHUPOBAHHOTO COOpa, HCIIOJNB30BAaHHUS M PACKpHITUS 0e3 coriacus
COOTBETCTBYIOIIMX CTOPOH, 33 HEKOTOPHIMU HCKIIOUEHHUSIMHU. B OTIEIbHBIX HOPUCAUKIUAX
JENCTBYIOT 3aKOHBI, IPeIyCMaTpUBAIOIINE 3alIUTY MpaB NAIllMeHTOB U IPpeloCTaBlIeHUE UM Ooliee
MIUPOKUX TIPABOMOYHN OMNPENeNsATh W peIliaTh, KaK MOXKET HCIOJIb30BAaThCS TEHETHYECKas

uHpOpMalUs U B KaKUX ciydasx [9].
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B 2008 rony B Coenunennbix IllTatax Amepuku ObLIT IPHHAT 3aKOH O HEpasTJalleHUN
reHeTudeckoit nadopmarun (koporkoe HaumenoBanue - GINA) [10], koTopslit orpaHuYnBaeTCS
pacCMOTPEHUEM T€HETMYECKOIO0 TECTHUPOBAHMS B KOHTEKCTE MEIUIMHCKOIO CTPAXOBaHWS U
3aHATOCTH. lIpm 3TOM mOJIOKEHHA 3aKOHAa HE PAacCHpPOCTPAHAIOTCS Ha CTPAXOBAHUE JKU3HU,
MHBAJIMIHOCTH U JOJTOCPOYHOro yxona. JlaHHBINA TOKYMEHT, B IEPBYIO OY€pElb, HAIPABJICH Ha
OIIPENEJICHUE TOr0, B KAaKHUX CIIy4asX MOXET IPOBOJUTHCS I'€HETHUYECKOE TECTUPOBAaHUE B
HCCIIEN0BATENbCKUX LensiX. Kpome Toro, ycraHaBimMBaeTcs, 4YTo JJIA LENEeH 3aKOHOAATEIbHOIO
pEryJIMpOBaHUs CChUIKA HA «CHETUYECKYH0 MH(POPMALMI0 MHIMBHIA» IMOAPa3yMEBAeT TaKKe
wioa wiu 5SMOpHoH. Bno6aBok 3akoH 3ampeniaeT B paMKax KOJUIEKTMBHOI'O JIOIOBOpa
CTpaxoBaHMsI KOPPEKTUPOBATh pa3Mep CTPaXOBbIX IPEMUN U B3HOCOB B CBSI3U C OIIPENIEICHHON
TeHEeTHYECKO MH(pOopMaIued. AKT IpeaoCTaBHI BO3MOKHOCTh pabOTHHKAaM MOJaBaTh KaJIOOBI
Ha CBOMX paboTojaresiell B ciaydae, €Ciu UMENI0O MECTO OBbITh IMCKPUMMHAIIMOHHOE OTHOLICHUE
10 IIPU3HAKY TEHETUYECKOro craryca. BmecTe ¢ TeM, JOKYMEHT pacKpbIBaeT Cilydau U yCIIOBUS,
KOTJ]a MOXXET TOTPeOOBaThCs 00s3aTeIbHOE MPOXOXKACHUE TCHETUYECKOTO TEeCTUpOBaHHA. B
YaCTHOCTH, OHO MOYET OBbITb HEOOXOJUMO JJIsi «[€HETUYECKOT0 MOHUTOPUHIA OMOJIOIHYECKOTO
JIeMCTBUSL TOKCUYHBIX BeleCTB Ha pabodeM Mecte» [10] mpu ycioBuu cobiroeHus TpeOoBaHus
o0ecreyeHnss KOH(PHUIEHIIMATbHOCTH.

[IpumeuarenbHa aMepukaHcKas cyneOHash MpakTHKa B OOJIACTH MPOTHBOJCHCTBUS
JUCKPUMHHAIIMK 10 MPHU3HAKy I'eHeThyeckoro craryca. Komuccus mo oOecrneueHuI0 paBHBIX
BO3MOXHOCTEH TpyaoycTpoiicta [11] cocoOcTBOBaIa yperylMpoBaHUIO CHOpPA, CBA3aHHOIO C
nojauell HMCKOBOTO 3asBJICHHUS B OTHOLIEHWH paboTagarens, HapylIUBUIETO 3akoH O
HepasmiameHun reaernueckor napopmanuu 2008 roma. Hapyimenue 3akitouanoch B TOM, 9TO
paboTrosaTenb 3ampocusl CEMEMHYI0 MEIUIMHCKYI0 HCTOPUIO Y CBOUX COTPYIHUKOB U
couckareneit (neno EEOC v. BNV Home Care Agency, Inc.) [12].

B wuckoBom 3asBineHun Komuccuss oTMewana, 4YTO  OTBETYHMK  <«GaHUMAJCH
MPOJOJDKAIOIIEHCSl HE3aKOHHOM MTPaKTUKOM OCYIIECTBICHUS TPYAOBOM AESITENbHOCTHY, TPEOYS OT
OTJIENbHBIX COTPYAHUKOB U COMCKaTeNel mpeicTaBieHns reHeTnueckoi nudopmannu. Kommnanus
BNV sk00b1 TpeOoBajia OT COTPYIHHUKOB M COMUCKATENEH MPOWTH T. H. «OLEHKY 3J0pOBBS»
(TecTMpOBaHUE), KOTOpas BKJIIOYalla KOHTPOJbHBIM nepedeHb U3 29 3a0oneBaHMH, TaKUX Kak
nuaber, pa3nuuHble OOJIE3HM cepAlla M pak. B mpemioxkeHHONW aHKeTe JIOJAM Ipensaraioch
OTBETUTH “‘Na” WK “HET’ Ha BOIPOC, 00JIEN JIU COTPYIHUK UITH KTO-TO U3 WIEHOB €T0 CEMbU TEM
WINM UHBIM 3a0oseBanueM. Kak yTBep:kJIanoch B Marepuanax Jiena, COUCKATeNu JO0JKHBI ObUTH
3aMOJIHUTh TAKyl0 aHKETY IMOCJe MOJIyYeHHUsS YCIOBHOTO MPEIJIoKEeHUs: O MpUeMe Ha pabory, a

COTPYJIHUKHU JOJIKHBI OBUTH €KETOAHO IPEICTABISITh OOHOBICHHYIO aHKETY.
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Komuccus nopasana UcKk OT CBOETO UMEHHM U HEONPEAEIEHHOM TPYIIIbI JIHII, TOCKOIbKY,
no e€ MHEHHIO, JeSITEIbHOCTh KOMIAHMHM-OTBETYMKA IpyOo Hapymiana TpeOoBaHUS 3aKoHa O
HEepa3TalleHny reHeTndeckoi maHdopmarmu. CTOPOHBI YperylIupoBaiu crop B oktsope 2016
roga. OTBeTYHK COTJacHIICA C CyIeOHBIM 3alpeTOM Ha JajibHEHIINe HapyUICHHUs YIIOMSHYTOTO
3akona. KoMmnanus 3asiBuia, YTO YHUUTOXKUJIA BCE aHKETHI ¢ KOHPHUASHIMANBHON HH(pOpMaLueit
0 3a0osieBaHMsX, oy4eHHoi ¢ 2014 rosa, u cornacuiach U3MEHUTH POPMY aHKETHI C TEM, YTOOBI
NpUBECTH €€ B COOTBETCTBUE C TPEOOBAHMSAMH aMEPHKAHCKOTO 3aKOHOJarenbcTBa. OTBETUHMK
taroke Bbiutatii 125 000 mommapos CIIIA B kauecTBe KoMmIleHcanuu yimiepoOa (IaHHas cymma
ObLi1a pacnpesiesieHa HOPOBHY MEXY COTPYAHUKAMM).

Eme ogaum ckanmanbHbIM Aenom ctano jaeno «Lowe v. Atlas Logistics Group»[13],
KOTOpOE CTaJIO MOATBEPKIACHUEM IIUPOTHI IPUMEHEHUS 3aKOHA O Hepa3rilallleHUU T'eHEeTHYECKON
uHpopmaruu 2008 roxa.

OO6cTosTeNnbCeTBAa JAHHOTO JeNia ObLIN CIEAYIOMMMU: KoMIaHus-oTBeTyuk Atlas Logistics
IIPEIOCTaBIIsAJIa YCIYTH 10 I0CTaBKE U XpaHEHUIo NpoaykToB. B 2012 rony oauH U3 COTpYIHUKOB
KOMIIaHUM CTaJl IEPUOIUYECKH UCTIPAXKHATHCS HA OJIHOM U3 CKJIAJIOB, /1€ XPaHUINCh MPOAYKTHI
MUTaHMS, TEM CaMbIM MPUHOCS BPE] KaK MPOIYKIIUHU, HAXOASIIEHCS Ha CKIIaJie, TaK U 3I0POBbIO
JIFOJIeH, KOTOPbIE MOIJIM BBICTYINATh NOTEHIUATBHBIMU MOKYMATEISIMA TaKOW MPOIYKIHH. UTOOBI
YCTaHOBUThH JIMYHOCTb COTPYJHUKA, KOMIIAHWS IPUHSUIA PELIEHUE IOIYYUTh IE€HETUYECKUE
o0Opa3ipl OT ABYX paOOTHHMKOB CKJIaJa, KOTOpbIE MOJ03PEBAINCH B NPUYACTHOCTH K ITOMY
«PO3BITPHIITY».

Komnanus nonpocuia AByx pabouyux JaTh cOIJlacue Ha B3SATHE Ma3KOB CO IIEK, a 3aTeM
HaHsJIa Cy/1e0HO-MEAUITMHCKYIO TaOOpaTOpUI0, YTOOBI MPOBEPHUTH, COBMAAAIOT Ji oOpasiel JJHK
C HaWJeHHBIMU Ha CKJIaJe AKCKpeMeHTamu. HecMoTps Ha TO, 4TO pe3ynabTaThl J1aOOPATOPHBIX
WCCJIEOBAHUI HE TOATBEPAWIN YYAacCTHE IAHHBIX COTPYJAHHMKOB B «PO3BITPBILIE», CIYyXU O
IIPOBEJCHUN TECTUPOBAHUS pACHpPOCTPAaHUICS IO Bced KommaHuu. HeyauButenbHO, 4YTO
COTPYJIHUKH MOJAIM UCK B (enepaibHbI OKpyxHOU cyn Jxopmxuu, yrBepxknaas, uyto JHK-
TECTUPOBaHUE, WHHUIMHPOBaHHOE KoMmmaHueill Atlas, Hapymwio 3akoH O HepasIJalleHuu
reHerndeckoil mHdopmaruu 2008 roma, KOTOPBIM 3amperiaeT paboTomaTeNsiM 3alpaliuBaTh
“reHeTHYECKyI0 HH(POpMaIUIO” y cBOUX coTpyAHUKOB. Cyabs Omu ToreHOepr BbIHECTA pElIeHne
B I10JIb3y paOOTHUKOB CKJIa/la, OCTaBUB BOIIPOC O BO3MEIICHUH YIlepOa peraThCsi MPUCSKHBIMU.
Cynps ToreHOepr OTKJIOHWJIA OBOJ OTBETYMKA O TOM, YTO 3aKOH 3amlpelaeT 3ampaiimBaTh
UH(OPMAIINIO, UCKITIOUUTENFHO Kacalollylocs CKIIOHHOCTHU YeJIOBeKa K 3a00JI€BaHUsM, 3aKITIOUMB,
4yT0 «OyKBOW» 3aKoHa OXBaThIBaeTCs ropa3fo Oojiee IMIMPOKUHA JAWANa30oH TECTHPOBAHMSL.
JIt00OMBITHO OTMETHUTb, UTO BEPAUKT MPHUCSIKHBIX MO TaHHOMY JIeNy OKa3aycs MOJOKUTEIbHBIM

JUTSL COTPYAHHUKOB: MIPUCSKHBIE PUCY TN IBYM pab04YHMM KOJIOCCATBHBIN pa3Mep KOMIIEHCAIUH -
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2,2 munmrona nosuapos: 475 000 mosmapoB B KauecTBe KOMITCHCAIMH yepoa u 1,75 Mumimona
JIOJUIAPOB B Ka4eCTBE MTPApHBIX CAHKIUH.

JlaHHOE 1eJ10 CTaNOo €lle OJJHUM Ba)KHBIM CBUAETEILCTBOM HEIONYCTUMOCTH HapyLIECHUs
3akoHa O HepasMialmeHuu reHetudeckor mHbopmanuu 2008 roga, TeMOHCTUTPUPYS CYPOBBIE
MOCNEACTBHS HeXKeIaHusl paboToaareseil 1eicTBOBaTh COMIacHO ero «Oykse». HezaBucumo ot
MOTHBOB paboTomarens (Hampumep, JUIS BBISIBICHUS HENPABOMEPHBIX JCHCTBHI paOOTHUKA B
MHTEpEeCcax OXpaHbl 3/I0POBbS U OE30MACHOCTH), M Jaxe eciau paboTomaresb HE ACUCTBYET B
COOTBETCTBUHU € 3TOU nHbOpMaIue, 3anpanBaTb FreHeTHUECKYI0 HHPOpMaLKio paboTHUKA WU
TpeOOBaTh OT HETO MPOBEACHUS FTEHETUUECKOTO TECTUPOBAHHUS SABJIAECTCS HE3aKOHHBIM.

Paccmorpum takxke onbiT KaHansl 1o NpaBOBOMY pEryjaupOBaHUIO IIPOTHUBOJEHCTBHS
JUCKPUMHUHALIMY 110 MPU3HAKY F€HEeTHYecKoro craryca. Ilockoiabky BOIpOCH AMCKPUMMHALIUU
HANpSIMYIO CBSI3aHBI C MpaBaMU YeNOBEKa, IEIeCOO00pPa3HO PACCMOTPETh IOJOKEHUS aKTOB,
pEerlaMeHTUPYIOLIMX KX 3alMTy. YuuTbiBasg, uro B Kanajge akThl 0 mpaBax uYeloBeKa
IPUHUMAIOTCS Ha (efepaibHOM, PETHOHAIILHOM (Ha ypOBHE NPOBUHLUN) U TEPPUTOPUAIBHOM
(MyHUIIMIIAJIBHOM) YPOBHSIX, IPUHLMIIBI U MEXaHU3Mbl MX IPABOIPUMEHEHUSI BECbMA CXOXKHU.
Kaxnprii Takoil akT mpenycMaTpUBaeT 3alpeT AUCKPUMUHALMK [0 MNPU3HAKY packl, MOJa,
BO3pacTa, PeJIuTuu, UHBAJIMJHOCTH, a TAKXKE B KOHTEKCTE TpyAoycTpoicTBa. Kanaackuil 3akoH
«O mpaBax uyesnoBeka» [14] sBiaseTcs OCHOBHBIM 3aKOHOM O IIpaBaxX 4YeJIOBEKa, NMPUHSATHIM Ha
¢denepanbHoM ypoBHe. Emie oaHMM 3HAUMMBIM JOKYMEHTOM B JIaHHOH 00JIacTH SIBJSIETCS
Kananckas xaptust mpaB u cBobon [15], koropast sBnsercs 4yacteio Konctutynuu Kanagsl u
KOTOpasi Tak)Ke HalpaBlieHa Ha MpenorBpamieHue auckpumuHaimu. Crates 15 (1) Xaprtum
rapaHTUPYET, YTO «KaXK/IbIil paBeH Nepe]] 3aKOHOM U UMEET MPaBO Ha PaBHYIO MPABOBYIO 3aIIUTY
0e3 AUCKpUMMHALIMK, B TOM 4YHUCIJE, MO MPU3HAKY pachl, HAIIMOHAIBHOI'O WM 3THUYECKOTO
OPOMCXOXAEHUS, pEIUruy, Ioja, BO3pacTa MJIM  YMCTBEHHOW MM  (pU3HYECKOH
HenonHoueHHoctu» [15]. BepxoBubiii Cyn Kananel nmpumien K BBIBOAY, YTO 3TOT INEpPEYEHb
3alpelieHHbIX OCHOBAaHUM JHUCKPUMHUHAIMM, TaKXe W3BECTHBIM KakK <«IIpeayCMOTpPEHHbIE
OCHOBaHHUS», HE SBISETCS  MCUEPNBIBAIOIIMM, M  IOCTAHOBMJ, YTO  CYILECTBYIOT
«I10Apa3yMeBaeMbleé OCHOBAaHMS», KOTOpBIE TaKKe JOJDKHBI PAacCMaTpUBATBCS B KAauecTBE
«IIpeayCMOTpEHHBIX». Ha CeromHsAIHNN 1€Hb TaKUMHU OCHOBAHMSMM SBIIIOTCS I'PaXXAAHCTBO,
CeKCcyaJbHas OpHEHTAIUs, CEMEHHOEe TOJIOKEHUE W MecTo kuTenbcTBa [16]. Tlo mHEHHIO
BepxoBroro Cyna Kananpl, kak «IIpelyCMOTPEHHBIEY», TaK U «I10Jpa3yMeBaeMble» OCHOBAHUS
SBIISIOTCSI JINYHOCTHBIMH XapaKTEPUCTUKAMH, HEU3MEHHBIMH JINOO0 BECbMa TPYIHO M3MEHSIEMBbIMU
[17].

Kanama mpopenana 1oCTaTOYHO MOITHHA MyTh K COOCTBEHHOMY CHEIMATH3MPOBAHHOMY

3aKOHOJATEIbHOMY PETYJIUPOBAHHUIO 3alpera JMCKPUMHUHAIIMKM IO MPH3HAKY T'€HETHYEeCKOro
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cratyca. JIump B 2017 rogy Ha deaepaqbHOM YpOBHE OBLIT MPUHAT AKT O HEAUCKPUMHUHAIIUU 10
MpU3HaKy TreneTndeckoro craryca [18]. Bmecte ¢ tem, yxke B 2019 rony B 0IHOM M3 KaHAJCKUX
CyJIOB BCTaJl BOIIPOC O €r0 HEKOHCTUTYLIMOHHOCTH.

3nech crouT ynomsHyTh o nene «Canadian Coalition for Genetic Fairness v. Attorney
General of Quebec, et al.» [19], B pamkax kotoporo IIpaBurenbcTBo mnpoBuHIMH KBeOek
o0paTHiioch ¢ MPEIOAUIMAIBLHBIM 3ampocoM B AmnemmssuuoHHbIA cyn KsebGeka. Bompoc
3aKJTI0YAJICS B CIAEAYIOIIEM: SIBJISIETCA JIU AKT O HEIUCKPUMHUHALIUU 110 IPU3HAKY T€HETUYECKOTO
cTaryca (ero oTiaejbHbIC MOJOXKEHUS) MpoTHUBOpeda M opucaukiun [lapmamenta Kanangsl B
00J1aCTH yrOJIOBHOTO TpaBa B COOTBETCTBUU ¢ MyHKTOM 91 (27) Konctutynuonnoro akta 1867
roga? Cyn enuHornmacHo otBetwn "Jla", ycTaHOBUB, YTO OOBEKT 3aKOHOAATEIHHOTO
peryaupoBaHusi, MPEANOIaraloiil JOCTYll K F€HETHYECKOMY TECTUPOBAHUIO B MEIUIIMHCKHUX
LEJSIX MyTeM MPEeIOTBPAIEHUs] HECAaHKIIMOHUPOBAHHOT'O UCIIOJIb30BAHUS PE3YIbTATOB TPETHUMU
JUIAMH, TEHCTBUTENHHO HE YKJIAbIBACTCS B PAMKHU YTOJIOBHOTO MPaBa.

B xome nmanHOro pazbuparenbCcTBa KAHAICKHWA CyJ paccMaTpuBall KpaiiHE BakKHbBIC
BOTIPOCHI, KOTOPBIE, BIIOJHE BO3MOXKHO, OYIYyT ONpEneisITh CyIeOHYIO MPAKTUKY PACCMOTPEHUS
JeNl 0 TeHeTH4YecKol nuckpumuHanuu B Oynymem. Kananckas Koamumus 3a reHEeTHUUYECKYHO
CIPaBeIIMBOCTh (3asBUTENb) YTBEpXKIana, 4YTO AKT O HEAUCKPUMHUHAIUM CIIOCOOCTBYET
YKPEIJICHUIO OOIIECTBEHHOTO 3JI0POBbS, HE MPEMSATCTBYS JIOJISAM MPOXOJAUTh T'C€HETHYECKUE
tecTbl. Takum oOpa3zoM, AKT, IO €€ MHEHHIO, SIBJISICTCS JCUCTBYIOIIMM YT'OJIOBHBIM 3aKOHOM,
KOTOPBI HAXOJIUTCS B OPUCIUKIINY (DeepaabHOTo MpaBUTEILCTBA. Koanuius nexoaumna us Toro,
YTO €CNIM TAIlMeHTHl OIAacaloTCs, YTO pEe3yNbTaThl TE€HETHYECKOTO TecTa MOCTaBIT HX B
HEBBITOJTHOE TIOJIOKEHHUE TP 00paIlEeHUH 32 CTPAXOBKOM, OHM HE OyIyT IPOXOJIUTH TaKUE TECTHI
¥ He OyJIyT HMYEro 3HaTh O BO3MOKHOCTH BOSHHUKHOBEHHMS Y HUX T€X WJIM WHBIX 3a00JI€BaHUIA.
['eHepanbHbBIl agBOKAT MpPH ITOM YTBEp)KJal, 4TO AKT O HEIUCKPUMHUHAIIMHM KacaeTcs
00S13aHHOCTH ITHII, OOpAIIAIONINXCSA 332 CTPAXOBKOM, HajsexamuM o0pa3oM HHPOPMHPOBATH
CTPaxOBIIHUKOB, YTO, B CBOIO OYEPElb, SIBJSETCS MPEAMETOM PETYIMPOBAHUS MPOBUHIIMATIBHOTO
3aKoHOAaTenbcTBA. [l0 MHEHHIO TeHepaJbHOrO aJBoKaTa, BONPOC 00 HCHOJb30BaHUU
TeHETUUYECKOTO TECTUPOBAHUS CTPAXOBOI OTPACIBIO OTKPBIT JIJIsl IPOBUHIIMATIBHBIX PETYIATOPOB,
BMECTE C Te€M IpeaMeT CyAeOHOro pa3dHupaTeNbecTBa JNEKHUT B 00JaCTH MpaB COOCTBEHHOCTH U
TPXIAHCKUX TIPAB, YTO TAKXKE SBJSICTCS YaCThIO TIPOBUHITUAITBHOMN FOPHCIUKIINN.

Kak Buaum, «Mmonomoe» 3akoHoaarenbcTBO Kananel B 005acTH IPOTHBOJIEHCTBUS
JUCKPUMHUHAIIMKA TI0 TMPU3HAKY T€HETHUYECKOTO CTaTyca MOKa OCTaeTcs MPEAMETOM CIOpPOB U
pasHornacuii. Tem He MmeHee, DenepalbHBIII KOMHCCAp IO BOIMpocaM KOHGUACHIIMATLHOCTH
MO/IEPKUBAET AKT 0 HEAUCKPUMUHAIIMH TI0 MPU3HAKY TEHETHYECKOTO CTaTyca, YTBEpXKasi, 4YTo

€ro IeJIb COCTOMT B 3aIUTE YaCTHOMW >KM3HU JIFOACH B OTHOIIEHWU TE€HETHUECKOW WH(OpMaIny.
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Kpowme Toro, Akt noaaepxkuBaet Kanaackas KOMUACCHS IO ITpaBaM 4eJIOBEKA, KOTOpAsl MOJIaraer,
YTO JOKYMEHT IpPECIIEIyeT BIIOJIHE 3aKOHHYIO LI€Nlb, 3alpelias 00s3aTeIbHOE I€HETHYECKOe
TECTUPOBAHUE, HECAHKUMOHUPOBAHHOE MCIOJIb30BAaHUE U pa3[VIAlIEHUE €ro pe3yibTaToB.
Ocraercs HazesTcs, 4TO TOCJIE MpeojofieHus: pasHoriacui, Kanama cmoxer cdopmupoBaTh
COOCTBEHHYIO MPABONPUMEHUTENbHYIO TPAKTUKY B UCCIEAYEMOM 00IaCTH.

I'eneTnueckas I/IH(l)OpMaI_[I/ISI H TO, KaK MBI €€ UCIIOJIb3YCM, YK€ MCHACT HAlll MUP, HAIIIN
B3IJISAJIbl HA YEJIOBEYECKYIO UCTOPHUIO U HAIIl MOJXO0]] K BOIpOcam 310poBbs. OKUAETCs, YTO O
Mepe TOro, Kak IeHeTHKa OyAeT MPUMEHSAThCA K OOJbIIeMy YMCIy acleKTOB Halllel >KU3HH,
MPOU3ONAYT AalibHEHIINEe H3MEHEHHsS, KOTOpbIe IMOKa elle HEBO3MOXHO ce0e MpeICTaBUTh.
OIIHI/IM U3 BaXXHBIX U3MEHEHUU 6yneT ABJIATHCA IMOSIBJICHUC HCpCOHaJIPI3I/IpOBaHHOI>'I MCOUIIUHBI.
Ecanm ona cmoXkeT moModb JIOAAM HOJYYUTh JICUCHHUC, CIICHUAJIBHO aAallTUPOBAHHOC K HX
TeHEeTUYECKUM MpOoQUIsAM, TEM CcaMblM BbIOpaB MpaBUIBLHOE JIEKapCTBO WM Haubonee
MOJXO/ISIINE METO/IbI JICYCHHSI paHblIle U 00Jiee IKOHOMUYHBIM 00pa3oM, 3TO MOXKET MIPUBECTH K
3HAYUTEJIbHOW YKOHOMHH CPEACTB B CHCTEME 3/paBOOXpaHeHus. [ eHeTHueckoe TeCTupOBaHUE -
9TO HOTCHHH&JIBHBIﬁ AIUK HaHIlopI)I, IIOCKOJIBKY €ro MOXHO HCIIOJIb30BAaTh HE TOJBKO B
ANbTPYUCTUYECKUX LESIX. B uyKux pykax reHeTudeckas Hayka MOXeT IIpUHeCTH O0JIbIle Bpea,
yeM 1monb3bl. [lo Mepe TOro kak TIeHEeTHMYeCKOe TECTUPOBAaHHWE CTAaHOBUTCS Bce Oolee
pactpoCTpaHEHHBIM SIBJICHHEM, HEHW30€KHO BO3HUKHET 3ajlada OIpPEACIUTh, KaKyl pollb

reHeTuyeckas uHpopMalus J0HKHA UTPaTh B )KU3HU YeJIOBeKa U 0OIIecTBa.
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4.11. UuBeCTULMOHHASA IEATEJILHOCTDH B c(pepe reHoMa YesioBeKAa: T0CTHKEHHE BHICOKOT0

3¢ deKxTa u BO3MOKHbIE PHCKH HA IPUMepe cyae0Hol npakrukn'?

Annoranmsa. [IpencraBneHHas paOoTa MOCBAIIEHa  PACCMOTPEHHMIO  BOIpOCa
WHBECTUIIMOHHOW JESATENbHOCTU W TPHUBICYCHHUS YACTHBIX CPEJACTB B Pa3BUTHE HAYYHBIX
UCCJIEIOBaHMM B 00J1aCTH FeHOMA YeJIOBeKa. ABTOP MPOBOIUT aHATU3 3(PPEKTUBHOCTH Pa3BUTHUS
OTpaciiid TIOCPEACTBOM TMPUBJICUEHHUS YACTHBIX CPEACTB, a TaKkKe OTMEYaeT BO3MOXKHBIE
COMYTCTBYIOIIME PUCKH BBHUY BOBJICUCHHOCTHU OOJIBIIIOTO YMCTIA JIFOJCH, YbH MpaBa HAXOISTCS
MOJI OXpaHOM rocyaapcTBa. B kadecTBe nmpuMepa BO3MOXKHBIX MPOOJIEM aBTOP MPOBOAUT aHAIHU3
psaa cyneOHBIX peUIeHH, pa3pelaBIInX CIOPHI IPHU MPOBEICHUN T€HOMHBIX HCCIEI0BaHUN.

KitoueBble ciioBa: reHOM, T€HOMHBIE HCCIIEAOBAaHUS, CyAeOHBIH KOHTPOIb, CyleOHas

npaktuka, JJHK, reaoMHas napopmarius.
E.M. Sorokina

Investment activity in the field of the human genom:achievement of a high effect and

possible risks on the example of judicial practice

Annotation. This article is dedicated to the consideration of the issue of investment activity
and attracting private funds in the development of scientific research in the field of the human
genome. Author analyzes the effectiveness of the development of the industry by attracting private
funds, and also notes the possible associated risks due to the involvement of a large number of
people whose rights are protected by the state. As an example of possible problems, the author
analyzes a number of court decisions that resolved disputes during genomic research.

Keywords: genome, genomic research, judicial control, case law, judicial practice DNA.

®enepanbHblid 3aKk0H OT 23 aBrycta 1996 1. Ne 127-®3 «O Hayke M rocynapCTBEHHOU
HayyHO-TeXHHUYecKol mnonutukey» (mamee — D3 Ne 127) perynupyer OTHOUICHHSI MEXKAY

CY6’bCKTaMI/I HaYQHOﬁ u (I/IJ'II/I) Hay‘{HO-TeXHHqCCKOﬁ ACATCIIBHOCTH, OpraHaMiu Focy,[[apCTBCHHOﬁ
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BJIACTH W TOTPEOUTEIIMI HaYyIHOU U (MJIM) HAYYHO-TEXHUYECKON MPOIyKIIUU (paboT U yciyT), B
TOM YHCIJIE 10 NPEAOCTaBICHHUIO TOCYAapPCTBEHHOM MOAIEP)KKH MHHOBALMOHHOM J1€ATEIbHOCTH.

[To *HHOBAITMOHHOM JESATEIBHOCTBIO COTIIACHO BBIIICHA3BAHHOTO (peepaibHOTO 3aKOHA
MOHUMAETCA JAESITENbHOCTh (BKIIOYAs HAYYHYIO, TEXHOJIOTUYECKYIO, OpraHU3allOHHYIO,
(UHAHCOBYIO U KOMMEPUECKYIO JeSTEIbHOCTD), HAlIPaBJIEHHAs! HA peaTn3alyuio HHHOBAIIMOHHBIX
IPOCKTOB, a TaKKe€ Ha CO3[JaHMEe WHHOBAIIMOHHOW WHQPACTPYKTYpHl U oOOecledeHue ee
JESTEIbHOCTH.

llenpt0o MHHOBALIMOHHOW JESTENLHOCTH SBIISETCS pa3padoTKa HOBLIECTBA U ATal
KOMMEpLMaTU3aluyl  JaHHOW pa3pabotku. IlomoOHOe xapakTepuzyeT HWHBECTUIIMOHHYIO
JIeATEIbHOCTD IBOSKO. [IepBOM XapaKTepHON 4epTOU ABIISIETCS pe3yibTaT B BUIE HOBOIO HAY4YHO-
TEXHUUYECKOIo 3HaHHs. BTopoil 0cOOEHHOCTHIO SBISETCS JOCTUKEHHUE KOMMEPUECKOIo ycrexa
[1].

VY4eHbIe-3KOHOMHUCTBI KAaK 3alaJHbIX CTpPaH, TaK W POCCHUMCKUE YYEHbIC YACISIOT
BHHUMaHUE HMCCJIEI0BAaHUIO BONPOCOB MHBECTHUIIMI B Hay4YHbIE pa3pabOTKU, BO3MOKHBIE PUCKH U
BEPOSTHYIO YPPEKTUBHOCTH OT TAKUX BIIOKEHHIA.

B Poccuiickoit  ®enepanuu  OOJBIIMHCTBO  HAYYHBIX  pa3paboTOK, Hay4dHO-
HCCJIEIOBATEILCKUX MHCTUTYTOB CYIIECTBYET 3a cueT (UHAHCHpPOBaHUS rocyaapctBa. Ecte psn
HAYYHBIX 00J1acTeH, KOTOpble (UHAHCHPYIOTCS UCKIIOUYUTEIHFHO TOCYAaPCTBOM.

Poccuiickue yueHble — DKOHOMHUCTBI OTMEYAIOT HHU3KYH0 3(P(EKTUBHOCTH OT
WHHOBALIMOHHOM AESTENbHOCTU B MEIUIIMHCKUE Uccien0Banus B Poccun.

«Pa3paboTtku B 00jacTd MEIUIIMHBI TPEOYIOT TIyOOKUX IUTEIBHBIX HCCIEIOBAHMIA,
KIIMHUYECKUX WCTBITAHUA W 3HAYUTENbHBIX (DUHAHCOBBIX M PECYpCHBIX 3aTpaT, 4YTO B
OOJIBIIMHCTBE CIy4aeB MPUBOIUT K UX HEPEaTU30BAaHHOCTU. METUIIMHCKAs MPOMBIIUIEHHOCTD
ABJISIETCSI OJIHOW M3 CAaMbIX BBICOKOTEXHOJOTMYHBIX OTpACiel M XapaKTEepU3YEeTCs BBICOKHM
YPOBHEM HAyYHO-UHHOBAIIMOHHOM JIEATEITBHOCTIY. [2]

YenoBeueckasi FeHOMUKA U TEHETUKA YEJIOBEKA SIBJISIFOTCS] HE TOJIBKO (PyHIaMEHTAIbHBIMU
00JacTsIMM HayKH, HO M MPEACTaBISAIOT KOMMEPUYECKYIO [IEHHOCTh. Pa3BuTHe naHHBIX oOnacreit
00yCJIOBJIEHO KaK POCTOM T'OCYJapCTBEHHOIO U HEKOMMEPYECKOro (hMHAHCHUPOBAHUS HAYYHBIX
UCCIICIOBaHMM, TaK U O0Jiee 3HAYUTEIBHBIM POCTOM YaCTHBIX HCCIEAOBAHUN U pa3pabdOTOK B
obyacT OMOTEXHOIOTHH U (hapMareBTUKH [3].

B 3anagHpIX cTpaHax i HOBBIX M BBICOKOTEXHOJIOTHYHBIX 00JIACTEH METUIIMHBI, B TOM
YHCclie TaKuX, KaK HCCIEJOBAHHs B OONACTH YEIOBEYECKOTO0 T'€HOMa XapaKTEpeH TaKOW BHI
WHBECTHUINI, KaK BEHUYpHBIM kamuTan. Llenpio mOJoOHBIX MHBECTUIIMU SIBIISIETCS BIIOKCHUE
JIEHEXKHBIX CPEJCTB B BBICOKOPHUCKOBBIN WHHOBAIIMOHHBIM MPOEKT M JajbHeillliee MoiTydeHue

MaKCUMaJIbHOW TpUOBUIM B AOATOCPOYHOM mepcrnekTuBe. (OCOOEHHOCTHIO  MOIOOHOTO
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WHBECTUPOBAHUE SIBIISIETCA TPUOOpPETEHUE OJIM B KalHUTajle KOMIIAHUU, KOTOPasi OCYIIECTBIISET
Hay4HbIe pa3paboTku [4].

[Ipenomnpenenstoniee 3HaYCHUE JUIsI Pa3BUTHS COBPEMEHHOM OTpaciu OMOMEIMIIMHBI
ceirpanio otkpeiTue B 1953 r. IHK uvenoeka. Otkpoitue JJHK 4venoBeka 3agano HOBbIA BEKTOP
JAIbHEUIIEro pa3BUTHS OWUONOTHH, YBEJIMYWIO YHCIO HCCIEAOBaHUNW B 00JACTH TeHOMa
YeJOBEKa, IMOJYYWIO MIMPOKOE pa3BUTHE B (apMaleBTHUECKOW 00JacTu, a UMEHHO B
UCCIICIOBAaHMSIX, HATPABJICHHBIX HA IIOMCK NMPEIYIPEXKACHUS U JICUCHHS Pa3IMYHbIX 3a00JIeBaHuil,
B TOM YHCJI€ TEHETUYECKHUX [5].

B 1988 rony ycuiamsMu OOJIBIIOTO 4YKC/Ia YYEHBIX M3 Pa3HbIX TOCYJapCTB HAYaJIOCh
pa3sBUTHE OJTHOTO U3 CAMbIX MacIITa0OHBIX HAYYHBIX MPOEKTOB «I €HOM 4eloBeKay . [6]

3a 13 jer cyuecTBOBaHHUS MEXIYHApPOIHOTO TpoekTa «['eHoM uenoBeka», OCHOBHOE
(dbuHAHCUpPOBAaHUE MCCIEIOBAHUN OCYIECTBISIIOCHh 32 CUeT rocyaapcTBeHHbIX cpencts CIIA u
JIOTIOTHUTEILHON YaCTHOM MPOrpamMMmBl.

B HayuHOIl nuTepaType OTMEYalloCh, YTO CEKBEHHPOBAHHE YEIIOBEYECKON0 I€HOMa —
onpejesieHue IMOJIHOM mocieaoBarenbHOCTH K3 3 MmwumapaoB nap ocHoBanuil JIHK u
UACHTU(DUKAIIMS KaXJ0ro 4YeIOBEYEeCKOro TIeHa — MOTpedoBalio pa3pabOTKHU IepeloBbIX
TEXHOJIOTMI M CO3/aHUs MEXAUCUUIUIMHAPHOM KOMaHAbl OHMOJIOroB, (PU3UKOB, XHMHKOB,
IPOrpPaMMHUCTOB, MaTEMAaTUKOB U MHKEHEPOB.

C Touku 3peHust oleHKU 3((HEKTUBHOCTU MPOEKTa BBIAEISETCS HE TOJIBKO €ro BBICOKAs
JIOXOJIHOCTh, HO M TaKOW pe3ynbTaT, KaKk cO3[JaHue OOJBIIOro YuCiIa pabouyux MecCT, BIUSHHUE HA
JIpyTUe OTPaciu HayKH, Ha Pa3BUTHE BO30OHOBIISIEMBIX HUCTOUYHUKOB YHEPTHH, TPOMBIIIJICHHYIO
OMOTEXHOJIOTHIO, CEJIbCKOXO3SIICTBEHHbIE OHOJOrMYEeCKHEe HAyKH, BETEPUHAPHUIO, HKOJIOTHUIO,
KPUMHUHAQJINCTUKY, a TakKe YriayOJIeHHbIE HCCIENOBaHUs B 00JIACTH 300JIOTUH, SKOJOTHH,
AQHTPOIIOJIOTUU U JPYTUX JUCLHUIIIUH.

Macmtab oT npuOBUIBHOCTH HMHBECTULIUNA B TPOEKT «l'€HOM uYenoBeka» SBIsSIETCS
KoJioccalibHBIM. Ha kax1p1ii BIIOYKEHHBIHN B poeKT 1 mosutap Bo3pat coctaBmi 141 gommap CHIA.
Tonpko B 2010 rony uHIyCTpUs, OpUEHTUPOBAHHAS Ha pa3pabOTKHU B 00JaCTU T€HOMUKH BHECIIA
6onee 3,7 mumumapaoB gosutapoB CHIA Hamoros u 2,3 MuIHapa MECTHBIX HajaoroB. Takum
o0pa3oM, 3a OJMH TOJA BO3BpaT JOXOJOB OT HHBECTHLMH B OIOJUKET MOYTH PaBHSIIOTCS
WHBECTHIMAM 32 13 jeT mpoekTa. [7]

[Ipu sTOM aHanu3 cyieGHOM MPAKTUKY psiJia TOCYAapCTB MO3BOJISET CAENaTh BBIBOJ O TOM,
YTO HE BCerJa WHBECTHIIMM B TEHOMHBIC WCCIEAOBAaHUS SIBISIOTCS OE3pUCKOBBIMH U
BBICOKOJIOXO/IHBIMH.

I'maBHOW M OTVIMUUTENHLHOW OCOOEHHOCTBIO MCCIIENOBAHWN B 00JIACTH 4YEIOBEYECKOTO

T€HOMa SABJIACTCA HCYKOCHUTCIBHOC CO6J'IIO,Z[CHI/IC IpaB u CBO60,Z[ YCJI0BCKa, 3aJIOKCHHBIX KaK B
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MEXIYHAPOJAHBIX KOHBEHITUSAX, TaK HalMOHAJIBHBIMH 3aKOHAMH TOCYIapCTB, B KOTOPBIX
IPOBOJIATCS pa3padOTKU B 00JIACTH FEHOMA YeJIOBEKa.

[Ipu 5TOM CTOHUT yYUTHIBATBH, UTO JJISI WCCIICOBAHHMI B 00JACTH T€HOMA YeJIOBEKa U UX
WCITOJIH30BaHUS Ha MMPAKTHUKE, U KaK CJICICTBHUE JATbHEHIIICH KOMMEpIIUATHU3aIMK XapaKTEPHO JIBa
OCHOBHBIX METO/Ia MPABOBOTO peryaupoBanus. «IIepBbiit MeTO, JO3BOJISIET Pa3IUYHbIC MPAKTUKH
B 3HAYUTEJIBHO 0o0Jiee MIUPOKOM IOJE JEATEIbHOCTH, YeM IMPEAyCMAaTPUBACT MEXIYyHAPOIHBIN
ypoBeHb. B 4acTHOCTH, peub HMJIET O HE3aNpPETUTENbHBIX NPAKTUKAX TECHHON WHXKEHEPUH U
TEHETUYECKOTO pelakTUpoBaHus. J[pyroit MeTo1 OCHOBBIBACTCS Ha KOHCEPBATUBHOM JHMCKYpCE,
CTaBs BO TJIaBY yTJia 3alpeT, BPEMEHHBIN 3ampeT (MOpaTopuii), MpeaoCTOPOKHOCTh U KECTKYIO
Pa3pelIuTENbHYI0 U PETHCTPAIIMOHHYIO CUCTEMY B OTHOIIICHWHU WCCIICTOBAHHUMA M pa3padOTOK B
00J1aCTH YEJIOBEYECKOT0 F'€HOMA U UX MTPaKTUYECKOT0 UCI0JIb30BaHus1. Ha HanimoHanbHOM ypoBHE
3TH METO/bI OOBIYHO KOMOMHHPYIOTCS» [8, 27].

Kak moxasbiBaeT aHayu3 CyqeOHON MPaKTUKU MPH Pa3pelIeHUH CIOPOB, BOSHUKAIOLINX
MIpU MIPOBEACHUN F€HOMHBIX UCCIICIOBAaHUM, CIIOPHI BO3HUKAIOT HAa CTHIKE HHTEPECOB KOMITAHHM,
BJIOXKMBIIINX 3HAYUTEJIbHBIE CPEACTBA B HAYYHBIC MCCICIOBAHUA M OXUIAIOIIWX JaIbHEHUIIEH
KOMMEpIHMATU3alluil HaYYHbIX HCCIIEOBaHUI, U OOBIYHBIX JIFOJIEH, BOBJICYEHHBIX B T€HOMHbIC
HCCJICI0BAHMS TIOCPEJCTBOM IIepeiaun cOOCTBEHHOTO OroMarepuara.

HNHutepec ¢ Touku 3peHus UCCIEAyeMOro B CTaThe Bolpoca mpesactasisier Pemenne No.
151/2003 Bepxosnoro Cyna Wcnangum 2003 r., NpUHSBIIErO CTOPOHY HE KOMMEPYECKOMH
KOMIIaHUM, ONIEpaTOpa TEHOMHOM 0a3bl IaHHBIX, @ KOHKPETHOTO YEJIOBEKa, 3alIUTUB €T0 MpaBa.

B 1996 romy Obuna ocHoBana 6momenuimuckas kommnanus deCODE Genetics B mitate
Henasap, CIIIA. B xonrne 1997 r. rmaBa KoMnaHu# MPECTaBUI UICIO CO3/IaHUS TEHHOTO OaHKa
JAHHBIX MUHUCTPY 37paBooxpaHeHusi VcmaHauu, COTJIacCHO KOTOPOM —TIPENrosaraioch
HCIIOJIb30BaTh YK€ CYIIECTBYIOIINE MEIUIIMHCKUE U T€HEAIOrMYEeCKUE 3allUCH BCEX MCIIAH/ILEB,
00BEAMHUTD ITY HH(POPMALIHIO C TEHETUYECKON HH(pOpMAIUEil, MOTyuYeHHOM U3 00pa3IoB TKaHeH
BCEU MOMYJIALIUY.

B nmanpneiimem kommanuss deCODE monmyumna SKCKIIO3WMBHYIO JIMIIEH3WIO Ha
KOMMEPUYECKOE UCTIONIb30BaHNE TeHETHUECKOM 0a3bl JaHHBIX, a TAK)KE 3aKITI0YIIIA B CBOIO OUepelb
KOHTPAKT co IIBeiapckoit kommanued LaRoche B oTHOIIEHNH T€HETUYECKUX UCCIIETIOBAaHUHN U
pa3pabOTKH JIEKApCTB, 00s3YyICh MEpeaTh 00pa3Ilbl KPOBH M3 MCIIAHJICKOTO MPOEKTa, TO €CTh B
HEJISX U3BJICYCHUS TTPUOBLITH.

Jlns mpoekTa mnepefaBajuch MEIUIMHCKHAE M Te€HEAIOrMYeCKUe 3alMCU BCEX TpaxkaaH
Hcnanauu, momydaembie OT Bpadei u OonpHUIL. [Ipeamonaraemoe coriacue B MEIMIIMHCKHX
YUPEKICHUAX OBLJIO COYTEHO JOCTATOYHBIM JIJIsi CO3J]aHus 0a3 JaHHBIX.

Komnanuss ObicTpo cTajma MNpU3HAHHBIM  JIMAEPOM IO  BBISBICHUIO TNPUYHMH
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pactpocTpaHeHHBIX 3a0oneBaHui. Vcnonb3yemplid KOMITAHHEH TMOIXOJ] COCTOSUT B TOM, YTOOBI
UACHTU(GHUIIMPOBATh MYTAIlMM CHAyYaJa B HCIAH/ANAX, a 3aTeM MOATBEPAUTh HX B JPYTHX
MONYJISALUSIX.

KommMmepueckoit 1ienpio nmpoexkTa ObUIO BBISIBICHHE Psiia TEHETUYECKUX 3a00JeBaHUM U
co3ganue ¢apMaleBTUYECKUMU KOMMaHUsIMH JekapcTBa. [Ipu sTtom  (apmaineBTHUECKHE
KOMIIaHUM OOemalii MPeIoCTaBUTh OeCIUIaTHO TpakaaHaMm VcimaHauu JexapcTBa, KOTOPhIE Obl
OBLIM MOJIYYEHBI B pe3yJIbTaTe FEHETUUECKUX HCCIe10BaHui [9].

[Ipenmerom obparieHue B CyJl B MHTEpecax HECOBEPIICHHOJIIETHEN J0YepH CTall TOT (axT,
yto Komnanusi deCODE cpenu npodero ucnoiab3oBana o0pas3isl ymMepuiero (0Tia) rpaxaaHiuHa
WUcnanguu. OpHako, 3auHTEPECOBAaHHOE JMIO (MaTb) HEcOBeplIeHHONETHEH McTuipsl
yTBEprK/1ajia, YTO Ta B CBOIO OUYepe/ib HE JlaBajia COIIacHsl Ha UCIOJIb30BaHue ee OMOAaHHBIX, HO
MOCPEACTBOM I'€HETHYECKOU CBSI3U C OTIIOM, UbU OMOOpa31Ibl €cTh B 0a3e JaHHBIX, 3aTParuBalOTCs
U ee Ipasa.

PoncTBeHHHMKH yMepIIUX COTJIaCHO JEUCTBYIOIIEMY 3aKOHOJATENbCTBY HE MMEIH TpaBa
TpeOOBATh UCKITFOUCHUS MEAUIIMHCKUX 3aIMCeH yMEPIINX UCIIaH/IICB U3 0a3bl JaHHBIX.

Hcrnam npunuiock npolTu psj cyaeOHbIX MHCTAHIIMMA, TOJIbKO BepxoBHblii cyn Mcnananu
MNPUHSIT TIOJIOKUTENBHOE pelleHne 00 HCKIIOYeHWHM U3 0a3bl JAHHBIX CBEACHHHA O 3/70pPOBbE
YMEPILIETO MaIMeHTa, 3alUTUB YaCTHYIO )KM3Hb €0 MOTOMKOB.

AHanu3 penieHus cyja mo3BoJIsieT caenarh BeiBO, uTo BepxoBubiit Cyn Ucnananu, Beran
HAa CTOpPOHY JMIla, HE JaBIIET0 CBOEro corjacue Ha cOOp M XpaHeHue Ouomarepuana,
MOJJIeXKaIIero nepenade B 0a3bl JaHHBIX, U 3alIUTHI MpaBa JUIAa Ha KOHPHUACHIMATHHOCTh U
3aIIUTY JaHHBIX.

Taxum 06pa3zoM, eciau Ob OOIBIIOE YUCIIO JIUI, HE JAaBAaBLUIMX coryiacue Ha o0paboTKy U
cObop ux OMOJaHHBIX, 0OpPATHIIOCH ObI 3a OT3BIBOM M3 0a3 JaHHBIX CBOEro OWomarepuana, To
3HauuTeNnbHble BIokeHus komnannu deCODE B 1enax ucmnonbp30BaHus HEOTPAaHHUEHHOTO YHUCIIa
Omo1aHHBIX Bcero Hacesenus Vicnananu 6e3 moayydeHus CeualbHOTO pa3pelieHus, TPOBEICHUS
WCCJICIOBAHMI U BIIOCJIEACTBUU KOMMEPIIHAIHM3AIIMN 33 CUET CO3J]aHUsI HOBBIX JICKAPCTB, MOTJIN
OBl HE OKYITUTHCS.

CTrouTr OTMETUTh, YTO [EATEIBbHOCTh B HCCIEJOBAaHMM TE€HOMa YeJOBEeKa IpHBeia
komnanuto deCODE k OankporctBy. XoOTS K yKa3aHHbIM COOBITUSM HE TPUBEIO
paccmaTpuBaeMoe CyaeOHOoe perieHrne, HO HHBECTUIIMOHHAS JIeITeIbHOCTh B 00JIaCTH TeHOMHBIX
TEXHOJIOTHI OKa3ajaach BHICOKOPUCKOBOM JJIsi KOMITAHUH.

B npyrom cyneGHOM criope, BOSHHUKIIIEM P MPOBEACHUN T€HOMHBIX UCCIEIOBAaHUH, CY
CHIA 3amuTui KOMMEpPYECKU MHTEPEC, BCTAB HA CTOPOHY OOJLHUIIBI, TPOBOIUBIIEH TEHOMHOE

uccienoBanune. Tak, B nmene Greenberg v. Miami Children’s Hospital uctiamu BeicTymwm
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poauTenu Jnered, 4bM Ouonoruueckue oOpasnpl rnepenaBand WHCTUTYTY I MPOBEACHUS
uccienoBanuil. Ponurenu CBOMMHU CHJIaMU TaKKe CIIOHCHPOBAIU MPOBOJUMBIE UCCIIECIOBAHMUS,
npecienysl €AMHCTBEHHYIO 11€7Ib OTHICKAHUE JICKApCTBa JJIsl U3JICUCHUS KaK CBOUX JIETEH, TaK U
BCEX JIPYTHX, CTPAJAIOIINX TSKEJIbIM FeHeTHUECKUM 3a00JIeBaHHEM.

He nmonnepsxaB uck poauTtenei, CyJ 3aHsAJ YCTOSBIIYIOCS MO3HUIMIO, COTJIIACHO KOTOPOM
CyIbl TPATUIIMOHHO OTKAa3bIBAIOTCS 3alIUINATh IPAaBO COOCTBEHHOCTH Ha JOOPOBOJIBHO
nepelaHHble  OMOJIOTMYECKHE MaTepualibl B TOJIb3y HAy4YHBIX MCCIIEIOBAHUM C ILEJIbIO
HEJOMYIIEHUS TPUOCTAHOBKHU UCCIIEJOBAHUI HOBBIX METOJIOB JICUCHUS Pa3IMUHbIX 3a00JIeBaHUN
[10]. TeM cambIM Cya MOATBEPAMII BO3MOKHOCTh KOMMEPIUAIU3ALMN TEHOMHBIX UCCIIEIOBAaHUIN
3a CYeT MaTEeHTOBAaHHS Pa3pabOTOK M W3BIICUCHHE MPHOBUIM TPHU JOOPOBOJBHOM OTUYXKICHUU
Ouomartepuasna BOBJICYCHHBIMH B UCCIICIOBAHUE JTUIIAMHU.

[IpumeuaTenbHO, YTO OJHUM M3 BHUAOB OIEHKH NPUOBUIBHOCTH KOMMEPIHAIU3AINH
WHHOBAIIMI SIBIISIETCS OIEHKAa CTOMMOCTU TAaTEeHTa, KOTOPBIH PErucTpupyercs KakK pe3ysbTar
nccnenoBanus [11].

Bo3moxkHOCTH maTeHTOBaHWSI T€HOMAa 4YEJIOBEKa M KakK CJEJICTBHE BO3MOXKHOCTH
W3BJICYCHHSI PUOBUTH U3 HAYYHBIX pa3pabOTOK CTalM MPEAMETOB psijia CyeOHBIX CIIOPOB.

OaHMM U3 M3BECTHBIX CYAEOHBIX pEIICHHH, B paMKax KOTOPOTO paspeliajics CIop O
BO3MOXXHOCTH TIaTCHTOBAaHUsS YEIOBEUCCKUX TCHOB sBIIsIeTCs Jeno Association for Molecular
Pathology v. Myriad Genetics. UcTibl (Accouunanus MoJEeKyJIIpHBIX HaToioroB — Association
for Molecular Pathology) ocHOBEIBanu cBoe TpeOOBaHUE HA TOM, UYTO HCIOJIb30BaHHE MATCHTOB
KoMmnaHueit Myriad MOKeT CITy>KUTh OTpaHUYEHUEM JJIS1 UCCIICIOBAHMSI IPYTUMH CTICIIUATICTaM,
Y OTPUIIATEIFHO BJIUSATH HA PA3BUTHE MOCIIEAYIONIET0 HAYYHOTO Mporpecca.

«Bepxoubiii Cyn CHIA B pemenun nocranoBwi, cermeHT JIHK, BcTpewarommiics B
MPUPOJIE, SIBISIETCS MPUPOIHBIM OOBEKTOM M HE MOAJICKHUT MAaTEHTOBAHUIO TOJIBKO MOTOMY, YTO
oH BbimeneH. Tem He meHee, kommuieMeHnTapHas JIHK (kIHK) moxer ObITh 3amaTeHTOBaHa,
MOCKOJIBKY HE BCTPEUAETCSA B €CTECTBEHHOU cpeney. [12]

[TockonpKky TaTEHTHOE TIPABO HMMEET TEPPUTOPUATBHBIN TPHUHIIUI, TO BOIPOCHI
BO3MOXXHOCTH TnatreHTtoBaHus JIHK u pe3ynbTaTOB HayYHOTO 3HAHHSI TEHOMHBIX HCCIEIOBaHUN
3aBUCAT OT CTPaHbl, B KOTOPOH MOJAETCs 3asBKa Ha MOJyUYeHHE MaTeHTA.

[TogBoast uTOr MPOBEACHHOMY B CTaThe aHAIW3Y, CTOUT OTMETHTh, YTO, OE3YCIOBHO,
TEHOMHBIC WCCIICIOBAHUS SBJSIOTCS TPHUBJICKATEIBLHON IS MHBECTUIIMA OTPACHIbIO, & OIBIT
3apyOeXKHBIX CTPaH SBIISAETCS MOJE3HBIM ISl OBICTPOTO PA3BUTHS OTPACIH 3a CYET MPUBICUYCHUS
YaCTHOTO KaluTajlda U MOCIEAYIOIIeH OKYMaeMOCTH Hay4dHbIX MPOEKTOB. Bmecte ¢ TeM, cTouT
MPUHUMATh BO BHHUMAaHHE, YTO TEHOMHBIE WCCIEAOBAaHUS HEMOCPEIACTBEHHO KacaroTCs

YeJI0BEUYECKOMH KU3HU, U JIFOAU WIIHN UX KIJIICTKH 4aCTO SABIAIOTCA 00BbEeKTaMHU PICCJTG,HOBaHPIfI.
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[loaToMy MMEHHO Ha TroCyAapCTBE W €ro OpraHax, B TOM YHCJIE CYIeOHBIX, JIEKHUT
OTBETCTBEHHOCTb 3@  pa3pabOTKy  3aKOHOJATEIbCTBA UM  HEJIONYUIEHHE  BO3MOXHOM
JUCKPUMHUHALIMM W HapyLIEHUs IpaB YeJOBEKAa CO CTOPOHBI KaK IOCYIAapCTBEHHBIX HAy4dHO-
HCCJIEIOBATEILCKUX UHCTUTYTOB, TaK U KOMMEPUYECKUX KOMIIAaHUH, MpecIeayONINX U3BICUeHNE
MaKCHUMalbHOU MPUOBLUIH, IPU MPOBEACHUH HCCIEI0BaHUMN B 001aCTH YeIOBEUYECKOI0 TeHOMA.

WNHBecTupoBaHnEe M KOMMEpLHUAIN3alMs OTpaciyd IN€HOMHBIX HCCIEI0BAaHUS BO3MOXKHA
npu coOno/ieHnH OajlaHca MpaB YelloBeKa W HEJOMYIICHUH JAUCKPUMHMHAINK, a TakKe B IEIAX
HamnpaBlieHUs1 OOJbIIEH YacTW MpUOBLIM Ha JalbHEWIee pa3BUTHE CaMOW HAyYHOW OTpaciu U

HAY4YHOTO 3HaHUS B 00JIaCTH YEIOBEUECKOr0 TeHOMA.
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Tkauyk Basentun Basentunopuyu'?4

MockoBckuii rocyiapcrBeHHbli opuandeckuii ynuepcurer umenu O.E. Kyraguna

Poccusi, MockBa

4.12. AMepUKAHCKHM ¥ eBPONEeHCKHUI MOAX0/AbI K MATEHTOCIOCOOHOCTH U300peTeH i,

OCHOBAHHBIX HA MCCJIeN0BAHUIX TeHOMA YeoBeKal?s

AnHoTanus. B cratbe paccmarpuBaroTCs BOIIPOCHI, CBSI3aHHBIE ¢ AMEPUKAHCKUM H
€BPONEHCKUM IOIX0JJOM K MaTeHTOCIIOCOOHOCTH M300pETEHHI, OCHOBAaHHBIX HA MCCIIEOBAHUSIX
reHoma 4yesnoseka. [IpoBoautcs nmoapoOHbI aHamU3 CyAeOHOM NMPaKTHUKU B paccMaTpUBaeMOM
chepe.

KiroueBble cioBa: 1moaxoasl K MAaTEHTOCHOCOOHOCTH;  MATEHTOCIOCOOHOCTH
M300peTeHus; UCCIIeJIOBaHMUsI T'eHOMa ueloBeka; cyneOHas npaktuka EC; cyneOHas mpakTuka

CIIIA.
V.V. Tkachuk

American and European approaches to patentability of inventions based on studies of the

human genome

Annotation. The article discusses issues related to the American and European approach
to patentability of inventions based on studies of the human genome. A detailed analysis of judicial
practice in this area is carried out.

Keywords: patentability approaches; patentability of an invention, Human genome

studies; Litigation of the EU; Judicial practice of the USA.

Crnoxusiuecs B mpakTuke noaxoas! EBponeiickoro Coroza (nanee - EC) u CoeqHEHHBIX
[ratoB Amepuku (nanee — CIIIA) x perynupoBaHHIO BONPOCOB B cdepe OMOTEXHOJIOTUHN ¢
OPUMEHEHHEM [JOCTID)KEHUH B 00JaCTH TE€HETUKU MpeTepresl 3HAa4uTelIbHble H3MEHEHHUS BO
BTOpoM gAecstunietu 21 Beka [1]. Tak, B pemennn Cyna EBpomnetickoro Coroza (Cyx EC) 18
okTs0ps 2011 r. mo nemy Ne C-34/10 «Onusep bptoctie npotus I'punnuc eBy [6] BriepBbie Ob11
MOJIHAT BONPOC NATEHTOCHOCOOHOCTH M300peTeH, OCHOBAaHHBIX HA MCCIIEAOBAHUIX d3MOpHOHA
yenoBeka. Torga kak B CIHA k 3TOMy MOMEHTY YK€ CIOXHJIACh ONpeAeTeHHAas MpaKTHKa
perucTpalMi IMpaB MHTEIJIEKTYAIbHOM COOCTBEHHOCTH Ha WCCIIEAOBAaHUS, CBS3aHHbBIE C

yesnoBedyeckuMu kinetkaMu u reHomMoM. Ho 13 wmrons 2013 ronma Bepxosubii cyn CILIA BeiHEC
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uTorosoe pemeHue o aemy Myriad Genetics, Inc. (manee - Myriad) [ 7], koTopoe oka3ano CHIbHOE
HMOIIMOHAIBHOE BO3/CHCTBHE HAa OOIIECTBEHHOCTh U BHECJIO CBOM KOPPEKTUBBI B CIIOKUBIITYFOCS
MPaKTHUKY.

VYka3aHHbIE JieN1a MOJHSUIM BOPOCH! HE TOJIBKO O MAaTEHTOCIIOCOOHOCTH, HO U 3TUYHOCTHU
TaKHUX MCCIIEOBAHUN U MPABOBOM perynupoBanui [2]. B mepBom ciydae pa3zdupareiabcTBO ObLIO
MHUIMMPOBAHO HEMPABUTEIBCTBEHHOW oOpranu3anueil «['puHIUC», KOTopas oOpaTuiach B
@enepanbublii mateHTHRIA cyn ['epmanum (Bundespatentgericht) ¢ mpocb0oii aHHYIHPOBATH
MaTeHT, BbiganHbii B 1999 rony OnuBepy bproctie - nupektopy MHCTUTYTa pEKOHCTPYKTUBHOM
HelipoOuonorun bonHnckoro ynuBepcuteTa. [laTeHT Kacancs «M30JIMPOBAHHBIX M OUYMILEHHBIX
HEHPOHHBIX KJIETOK-TIPEIIICCTBEHHUKOB, TPOIECCOB HX TOMYyYEHHUS U3 AMOPUOHAIBHBIX
CTBOJIOBBIX KJIETOK U HCIIOJIb30BaHUSI HEHPOHHBIX KIIETOK-TPEAIIECTBEHHUKOB JJIS JICUCHUS
HEHUPOHHBIX Ne(EeKTOB». DTU KIETKH MpeIHa3HAa4YeHbl AJS JICYCHHUS] HEHPOHHBIX Ne(EeKTOB.
[lepBoe mpoOBeNEHHOE KIMHUYECKOE NMPUMEHEHHWE TAaKUX KJIETOK — 3TO JICUEHHE MalMEeHTOB,
cTpangaroniux Oomnesnbto [lapkuHcona [3].

Bo BTOpOM ke ciyyae uck ObuT ojiaH Accolraiueil MOJEKYJISIPHON MaTOJIOTUH TTPOTUB
Myriad Genetics, KOTOpBI TMOJY4HUT HECKOJIBKO TATEHTOB TOCIE OTKPBITUSA TOYHOTO
MecronoioxkeHus: u nocueaosaresbHOcTH reHoB BRCA1 u BRCA2, Mmytanuu KOTOpPBIX MOTYT
3HAYMUTENIbHO YBEJIIMYUTHh PUCK paKa MOJOYHOM KeJe3bl U SMUYHUKOB. JTH 3HAHHS TO3BOJIIIN
Myriad onpenenuTh TUIIMYHYIO TTOCIIEIOBATEILHOCTh HYKJIEOTHIOB T€HOB, YTO, B CBOIO OYEpE/Ib,
MO3BOJIUIIO pa3paboTaTh MEAUIIMHCKUE TECThI, HEOOXOIUMBIC 111 OOHAPYKEHUS MyTallUi B ATHX
reHax y KOHKPETHOI'O MalMeHTa JUJIs OLICHKM PHUCKa MOSBIEHUs paka y mnaiueHTa. J(aHHble
naTeHThl qarT Myriad uckmouutensHoe mpaBo otaensaTh TeHbl BRCA1 u BRCA2 unauBuayyma,
a TakKe JaloT UCKIIIOUYUTENbHOE TTpaBo cuHTeTndecku cozaaBaTth K JHK BRCA [4].

HecmoTpst Ha pa3Huily B NpeAMETe HMCCIEIOBAaHUM, HUCCIEAOBAaHUE KIETOK M TE€HOMa
YeNIOBeKa HaxXOJSATCS B OJIHOM TJIOCKOCTH C MPaBOBOW TOYKHU 3peHus. B maHHO# craThe Oyner
paccMOTpeHa pa3HHUIla AaMEPUKAHCKOTO M €BPOMEHCKOro TMOAaXoJa K  ONpeIeTeHHUI0
MaTEeHTOCIIOCOOHOCTH, OYIyT BBHISIBIICHBI OCHOBHBIE TIOJIOKEHHWS, BBIHECCHHBIC B CYACOHBIC
pa3dupaTenbCcTBa, a TAKXKE BHIBOJIBI CYy/a, KOTOPhIE 0€3YCIIOBHO UMEIOT CBOM OCOOCHHOCTH.

3ajauu, CTOSIBLINE NIEPE]] CYA0M

[Ipexnae Bcero crmeayer oOpaTUThCSA K TeM BompocaM, Ha koTopeie orBedanu Cyn EC u
BepxoBusiii Cyx CIIIA. Pa3nuna B moaxoax HauMHACTCS YK€ HA DTAre BBISABICHUS CIIOPHBIX
OOCTOSITENBCTB.

IlepBriii Bompoc, crossmui mnepen Cymom EC, kacancs TOJKOBaHHS TEpMHHA
«UeTIOBEYECKU HSMOpPHOH» C TENbI0 ompeneneHus cdepbl JIeHCTBUS — 3ampeTa Ha

MaTeHTOCIIOCOOHOCTh, yCTaHOBJIEHHOro B cratbe 6(2)(c) Hupextuswsr 98/44/EC [8]. Jlanubiid

=
@M’,ZIO?} https://www.rosnou.ru/ 599



XXI MexayHapogaHaa Hay4YHaa KoHpepeHuma «LinBnuansauma sHaHWiA: poccuiickme peanmm» cTpaTernyeckas naHesb
«LnBMAn3aLMOHHas ponb NpaBa B COBPEMEHHbIX MHTErpaLMoHHbIX npoueccax» (r. Mockea, 10 anpens 2020r.)

BOIPOC ObLI MOCTABJIEH C LIEJIbIO BBISIBICHUS TOTO MOMEHTA, KOT/1a KJIETKa CIOCOOHA Pa3BUTHCS B
YeJIOBEKa, YTO JIEJTAeT BO3MOXKHOCThH JAJbHEUIINX UCCIIEIOBAHUM U PErvCTpallid MaTeHTOB HE
THUYHBIMH.

B nene Myriad Bompoc TOJIKOBaHHS TEPMUHOB HE MOJAHMMAJICS, TaK KaK HE 3aTparuBall
STUYECKYIO0 CTOPOHY Bompoca. Ho ¢ Apyroil cTopoHbI 3TO €710 KOCBEHHO 3aTPOHYJIO CIEAYIOIIUN
BONIPOC 3TUKH, @ UMEHHO: JIOCTYIMHOCTh pa3padboranHoro Myriad Tecra ansi Jtojed, KOTOPBIM
JIAHHBIN TeCT OBLI HEOOXOINM.

Bropoii Bompoc, crosBmmii nepen Cymom EC, kacancs pamMok —omnpeneieHus
«HCTIONIb30BaHHE 3MOPHOHOB YEJIOBEKAa B IMPOMBIIUICHHBIX WM KOMMEPYECKUX IIeIX»; B
YaCTHOCTH, BOIPOCA, BKIIFOYAET JIM OHO MCIIOJIB30BaHUE YMOPHOHOB YEIIOBEKA B HAYUHBIX IIETIAX.
B nmanHOM Bompoce Tak)ke HE IMOJyYUTCS MPOBECTH aHAIOTHIO ¢ JenoM Myriad, Tak Kak OH
HaANPSIMYIO CBSI3aH C MpeAMeToM uccaenoBanuii. Bepxosusiit cyn CILIA He cTaBuI 0]l COMHEHUE
BO3MOXXHOCTh MPOBEACHUS MTOJ0OHBIX UCCIIEIOBAaHUH.

Tpertuii Botipoc, crosiBimii nepen Cyn EC, kacancs maTeHTOCIocOOHOCTH M300peTeHusl,
KOTOPOE HE HCIIOJIb3YET YeIOBeUECKre IMOPHOHBI, HO TeM HE MeHee OBLIO MOJTYyYEeHO B pe3yiIbTaTe
«YHUYTOXKCHHSI YeJIOBEYECKUX dSMOpHOHOB». ClelyeT OTMETUTh, YTO U300pETeHHE IO MATEHTY,
CTaBIIETO MPEAMETOM Jiela, MpeAyCMaTpUBAl0 MPOU3BOJCTBO HEUPOHHBIX  KIIETOK-
MPEIIICCTBEHHUKOB U3 CTBOJIOBBIX KJICTOK, ITOJIYYCHHBIX M3 YSJIOBEYCCKUX IMOPUOHOB HA CTA/IUN
0J1aCTOLMCTHI, TO €CTh IIPOLECC, KOTOPBIM BBI3BIBAET pa3pyllIEHUE YEI0BEYECKOr0 SMOpPHOHa.

Bonpoc naTeHTocrnocoOHOCTH SBISUICS KIIIOUEBBIM B Aene Myriad, B 4acCTHOCTH BOIIPOC O
TOM, SIBIISIETCS JTU MAaTEHTOCIIOCOOHBIM TO, HCTOYHHKOM Yero sBiseTcs nmpupoja. [Ipexae Bcero
3TO KacaJlochb OOHapYXEHHOW MHQOpMAIMK O TMOCIeI0BaTeNbHOCTIX TeHoB. Ho Takxke B 3TOM
Jierne paccmaTpuBaiicst Borpoc nateHtocnocooHoctu KIHK, oTBeT Ha KOTOPHIM HE ObUT TaKUM
OJIHO3HAYHBIM.

To ecTs B mepBOM Jieie MATEHTOCIIOCOOHOCTh CTaBUTCS B 3aBUCUMOCTH OT TMOJIOXKEHUH,
HAIpPaBJIEHHBIX Ha 3alUTY YEJIOBEYECKOW J>KM3HM, a BO BTOPOM Cilydae MaTEHTOCIHOCOOHOCTh
paccMmarpuBaeTcsi kak ¢aktuyeckas «HoBu3Ha». K 2014 romy Cyn EC yrounun, dro
MapTeHOTeHeTHUeCK '2°  aKTHBMpOBaHHAs SHIEKIETKa BCE K€ HE COCTaBiIseT coOoif
YeNOBEUYEeCKHI AMOpPUOH, M, TaKUM OOpa3oM, pa3pelinii MaTeHTOBaTh CTBOJIOBBIC KIIETKH,
MOJTyYEHHBIC U3 HEOIIOJJOTBOPCHHBIX SIMIIEKJICTOK U CBS3aHHBIC C HUMH TEXHOJIOTHH, HO BOIIPOC
MPUPOIHOTO WK JIaOOPATOPHOTO MPOUCXOKICHHS 3TUX KJIETOK TaK M HE pacCMaTpUBaICs.

BriBoasl cynoB

26 OntHa U3 (OPM TOJIOBOTO PA3MHOXKEHHUS OPTAHU3MOB, TIPH KOTOPOI )KEHCKHE MOJIOBBIC KIETKH
(SITEKIIETKH ) Pa3BUBAIOTCSI BO B3POCIIBIN OPraHu3M 0€3 OII0I0TBOPEHHS.
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18 okTtsi6ps 2011 roma Cyn EC, B mepByto odepelib, BBIHEC OTPHIATEIIBHOE PEIICHUE O
NaTeHTOCIIOCOOHOCTH YMOPHUOHATILHBIX CTBOJIOBBIX KJIETOK uenoBeka. B ceoem pemennu Cyn EC
MOCTAHOBWJI, YTO JI00as KIETKA, IOJNydeHHas U3 4YeIOBEYECKOro 53MOpHoHa, oOiagaer
CIIOCOOHOCTBIO  pa3BUBAaThCA B  4YeNOBeKa (BKJIIOYAs OIUIOAOTBOPEHHYIO  SIMIIEKIIETKY,
HEOIJIOIOTBOPEHHYIO SANIIEKIIETKY, B KOTOPYIO ObUIO MOMEUICHO SApPO, HEOIIOJAOTBOPEHHYIO
AWLEKIIETKY, KOTOPYIO IPOCTUMYJIUPOBAIM K JEJIEHUI0O U Pa3BUTUIO), M  SBIAETCA
Henarentupyemon. Kpome toro, Cya EC Taxke moCTaHOBHII, YTO UCIIOJIb30BAHUE TAKOU KIETKU
JUIsL MCCJIeIOBaHUM He JenaeT ee mareHTocrnocoOHoil. Takoe n3oOpereHue Takxke He Oyner
MAaTEHTOCIIOCOOHBIM B TOM YHCIIE B CIy4yasiX, KOr/la OHO TpeOyeT YHUUYTOXKEHHUS 4eJIOBEUECKOTo
SMOpHOHA WM €r0 MCIOJb30BaHUs B KaueCTBE OCHOBHOI'O MaTepuaa. JTO PELICHUE 0Ka3ajio
3HAUUTENbHOE BIMSHUE HA MCCIEA0BAaHUS CTBOJOBBIX KJIETOK M HMHBECTULUU B 3TY BAXKHYIO
00JacTsb.

Myriad 1 npoTHBOOOPCTBYIOIINE CTOPOHBI MPHIILTH K COTJIACHIO 10 BaXKHOMY BOIIPOCY:
MUpHAJ HE CO3/1aBajll U HE M3MEHSUI TeHEeTHUECKyI0 nHpopmanmio, ooHapyxkeHHyio B BRCAI u
BRCA2. Yto xomnaHus crenana, Tak 3TO pacKpbljia TOYHOE MECTOIOJI0KEHUE U TeHETUYECKYIO
MIOCJIEI0BATEIBbHOCTD IBYX T€HOB B MX COOTBETCTBYIOLIUX XPOMOCOMAX.

Taxxe Cynom ObLTO BBIPaKEHO CIEAYIOLIEE MHEHHE: MPABUIIO, 3alpellaroliee MaTeHThI
Ha [pUpPOJHbIE OOBEKTHl, HE JIMIIEHO OrpaHUYEHUH, MOCKOJbKY BCE HU300peTeHUs Ha
OTNpE/ICIECHHOM YpPOBHE BOIUIONIAIOT, MCHOJB3YIOT, OTPa)KaroT, OMMPAIOTCA WM MPUMEHSIOT
3aKOHBI MPUPOJBI, TNPHUPOJHBIE SBICHUS WIM aOCTPAaKTHbIE WACH, M CIHUILIKOM IIHPOKOE
TOJIKOBAHHE ATOI'0 IPUHLIMIIA UCKIOYEHHSI MOXKET ITPUBECTH K HAPYLICHUIO IATEHTHOTO MPaBa.

13 uronst 2013 roga BepXxoBHBIi cy/ OnyOJIMKOBal CBOE UTOTOBOE PELICHHE 110 JaHHOMY
neny: «Bcrpeuaromuecs B npupoje pparmentsl JJHK sBisitoTes TBOpeHHEM MPUPOIBI U HE MOTYT
OBbITH 3allaTEHTOBAaHbl HA TOM TOJBKO OCHOBAaHMHM, YTO OHHU OTAeNeHbl, B ominyue or kJIHK,
KOTOpas B €CTECTBEHHBIX YCIIOBHSX HE BCTPEYaeTcs, a MOXET ObIThb MOJy4YeHa TOJNBKO B
71a00PaTOPHBIX YCIOBUSAX U TO3TOMY MOJKET OBITh 3aIUILEHA TATEHTOM.

3aKIrOuYeHHE

VYka3aHHbIE PELICHMS] BIUSAIOT HA BO3MOXHOCTD MOJTYYEHHsI JEHCTBUTEIBHON MAaTEHTHOU
3al0UTHl B pacCMaTpUBAEMbIX IOPUCAMKIMSIX HAa MHOTHE M300peTeHHs, CBSA3aHHBIE C
UCCIIEIOBAaHUEM KJIETOK uejoBeka. TakuMm oOpazom, EC cToMT OCOOHSKOM OT Jpyrux
opucIuKIui, Takux Kak CIIA, rae HeT orpaHUYeHUI Ha TATEHTHYIO 3aIIUTY CTBOJIOBBIX KIIETOK,
Jlake TeX, YTO ObUIM MOJTyYeHbI U3 yenoBeueckoro smOpuona. Pemenue Cyna EC o3nauaer, 4to
yueHble EBpomeickoro coros3a, KOTOpBIE 3aHHMAOTCA PA3PELICHHBIMU HCCIEI0BaHUSMU
YeJI0BEYECKMX SMOPHOHOB B HAYYHBIX II€JIX, HE CMOTYT MOJIb30BAThCA IJI0JaMH CBOETO TPyAa, B

TO Bpems Kak uccienoBarenu B Coenunennbix [ltarax u A3uu OyayT cBOOOIHO ATO JenaTh.
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Jlnst 6onee cBoOomuoro moxaxoma CIIIA k peructpamuu AOCTHXKEHUH B 00JIacTH
WCCIICIOBAaHMI YenoBedeckoro renoma pemieane Bepxoaoro Cyma CIHA mo memy Myriad
Genetics sBIsSeTCS KPUTUYECKH BOXHBIM. Tem Oosee Juist HaydHOH cepbl, KOTopas MEHSETCS
MHTEHCHBHee, YyeM Kornaa-inu6o. OHO MOMOIVIO OYEPTUTh T'PAHULIBI MEXKIY TEMU MPOIYKTaMHU
HCCIIEIOBAHMsI, KOTOpble OOHApYXUBAIOTCSI B UX €CTECTBEHHOW (opme, U TeMH, KOTOpbIE
SIBIISIIOTCSL PE3yJIbTATOM YeJOBEYECKMX WHHOBAIMM M TBOpYECTBA. JTO OCOOCHHO BaXXHO TEM
UCCIIEIOBATENsIM, KOTOpble pa0OTaloT Ha NEepeloBONM TEHETHMKHM W MEOUIMHBL. B mpakTuke
MOSIBUJIOCH 00Jiee YeTKOe MPEJICTABICHUE O TOM, KaKue OTKPBITHUS CTaHYT OOIIeTOCTYIHBIMHU, a
KaKHe MOXHO UCIOJIb30BaTh JJISl INYHOW BBITOJBI.

[To cBoeit ropuauueckoit HampasieHHocTd mpenenaeHt Cyna EC mo npeny «Omnusep
bproctie npotus ['punnuc eB» nHaxogutcs B pycne peanuzanuu Konsenuuu OBbeo 0 MpaBax
yenoBeka u onomenuiuHe 1997 r. u apyrux noxkymentoB Cosera EBpomnsl B nanHoit cdepe [5].
EBporeiickoe mpaBo BCTano Ha CTpa)ke dTUYECKUX MPHUHIIUIIOB, B COOTBETCTBHH C KOTOPBIMU
HMOPHOHBI YEJIOBEKA, J1aXKE HE3AaBUCUMO OT TOIr'0, KAKUM FOPUIUYECKHM CTaTyCcOM OHU 00JIafatoT
B KOHKPETHOM I'OCY/IapCTBE, HE MOT'YT ObITh CO3/JaHbl /7S LI€JIeH HayYHBIX SKCIIEPUMEHTOB. Toraa
kak st noaxona CoenuHeHHbIX LllTaToB AMepHuKHU Jt0ObIE OTPaHUYEHHUS BOCIIPUHUMAIOTCS C
HEKOTOPBIMU clOKHOCTSMH. HecmoTps Ha TO, uyto BepxoBubii cyn CIIA yacTudHO
BOCCTAHOBWJIM CTaTyC-KBO, OH C(OpPMYJIHMpOBaJl HOBYI JUIsI aMEPUKAHCKOM IPaKTHUKU
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ok Tarbsna OJieropual?’

MockoBckuii rocyiapcrBeHHbli opuandeckuii ynuepcurer umenu O.E. Kyraguna

Poccusi, MockBa

4.13. K Bompocy 0 rocyaapcTBeHHBIX IIPOrpaMMax B cdepe reHHoi unxenepun'

AHHoTanusi. B paGore paccmarpuBaroTCs OCHOBHBIE T'OCYAAPCTBEHHBIE IIPOrpaMMbl B
cepe OMOTEXHOJIOTHI, OmpeseNneHbl BO3MOXKHBIE TPYAHOCTH NpH peanm3anuu DenepanbHOM
Hay4YHO-TEXHUUYECKON MporpamMmbl pa3BUTHUSl I'eHEeTHYeCKUX TexHoioruil Ha 2019 - 2027 rogsl.
Taxke naHa KpaTkas XapaKTEepUCTHKA KIACTepHbIX IporpaMMm ['epmanunm um Poccum kak
JaJIbHEeHILero MyTH pa3BUTHS B cepe TeHHON MHKEHEPUH.

KuroueBrble c10Ba: aJMUHUCTPATUBHOE NPaBO, TOCYIaPCTBEHHAs IPOrpaMMa, IpaBoOBOE

perynupoBaHue, FeHHAsl UHKEHEepUs, OMOTEXHOJIOTUsI, KJIACTep.
T.O. Shilyuk
On government genetic engineering programmes

Annotation. The paper considers the main state programs in the field of biotechnology,
identified possible difficulties in the implementation of the Federal Scientific and Technical
Program for the Development of Genetic Technologies for 2019 - 2027 years. A brief description
of cluster programs of Germany and Russia as a further way of development in the field of genetic
engineering is also given.

Keywords: administrative law, state program, legal regulation, genetic engineering,

biotechnology, cluster.

Ha xaxnom srtame cBoero passutus Poccuro mo mpaBy CUMTaIM OAHOW W3 HAyYHBIX
JIEp’KaB, COCTABILIOINEH KOHKYPEHIIMIO BO BCeM MuUpe. bmaromaps NOCTOSHHOMY
COBEPILUCHCTBOBAHUIO HAYYHBIX IIKOJI, Hallla CTpaHa CMOIVIa BHECTU CYLICCTBEHHBIN BKIAl B
HAKOIUIEHNE HAYYHBIX 3HAaHUH U B CO3JJaHUE HOBBIX TEXHOJIOIMM. OJHAKO HENb3sl HE MPU3HATH,
YTO Ha ONPEAEICHHOM 3Talle CBOET0 CYLIECTBOBAHMs POCCHUICKas HayKa IepecTana ObITh IJIs
rocygapCtBa MPUOPUTETHBIM HaIpPpaBJICHUEM B CBA3U C HGO6XO)II/IMOCTI)IO pemiCHUuA ApPYTrux
HanOoJiee BaXKHBIX Ha TOT MOMEHT 3a/ad. B HacTosiiee BpeMsi Mbl MOXXKEM TOBOPHUTH, Kak 00
UMEIOIIMXCA KOHKYPEHTHBIX mnpeumyniectBax Pd, Tak ¥ HepaspelIEHHBIX TPYAHOCTSX,

BBI3BAHHBIX HCIOCTATOYHBIM IIPAaBOBBIM PCryIupOBaHUEM H  OTCYTCTBUEM  JOJIKHOI'O

127 © Mlumox T.O., 2020
128 Ylccnenosanue BHITIONHEHO U (UHAHCOBOU Moziepxkke PODU B pamkax HayaHoro npoekta Ne 18-29-14065.
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¢bunancupoBanusa. B dactHocTu, CTparerus Hay4YHO-TEXHOJIOTHYECKOTO pa3BUTUsA Poccuiickoi
Oepnepanuu [ 1] Ha3Baa cieayonye U3 HUX:

HaIM4YMe TOTEHIMana B psfae oOnacteld (QpyHAaMEHTaIbHBIX HAYYHBIX HCCIEAOBAHUM,
BKJIFOYAsi TEHHYIO MHKXEHEPHIO, B TOM YHUCIIE MPU y4acTuu Poccun B MEX1yHapOIHBIX MPOEKTAX.
Opnnako mpu 3TOM HaOIIOJAeTCsl OTCTaBaHUE B HAMpaBICHUSAX HCCIEAOBAHUN U Pa3pabOTOK Ha
HECKOJIBKO JIECATKOB JIET;

HaJIW4YME JIOCTATOYHOTO KOJMYECTBA HAYYHBIX U  00pa30BaTelIbHBIX IIEHTPOB,
3aHUMAIOIUXCSl UCCIIEOBAHUSIMH MHUPOBOTO YPOBHSA IPU OJHOBpEMEHHOW AuddepeHnnanuu
HAy4YHBIX U 00pa30BaTENbHBIX OPraHU3AIMI MO Pe3ylbTaTUBHOCTH U 3()(PEeKTUBHOCTH PabOTHI.
MOHO cKa3aTb, YTO KOHIIEHTPALUS HCCIIE0BATEIbCKOTO OTEHIMAa HAOMIOIAeTCs TOJIBKO B
OT/ICNIbHBIX PETHOHAX CTPaHbI;

YBEJIMYEHUE YHUCJICHHOCTH MOJOJBIX HAYYHBIX pPAOOTHUKOB, UYTO MOATBEPKAAETCS
no0eaMu B MEKIYHAPOIHBIX COPEBHOBAHUSX, OJHAKO B TJI00ATBHOM PEUTHHIE MPUBJICUCHUS
TanaHTOB Poccus HaXOAWMTCS B IIECTOM JIECATKE CTPaH, (DAKTHUYECKH ITOCTABIISISI YUCHBIX IS
MHUPOBOU HAYKH;

HECMOTPS Ha TIOJOXKUTENbHBIA OMNBIT pealu3aliid MaCIITa0HBIX TEXHOJIOTUYECKUX
MIPOEKTOB, B TOM uucie B cdepe oOecnedeHus 0OOpOHBI, OHOOE30MACHOCTH TOCYIapCTBa,
coxpassieTcss Tpo0OJieMa HEBOCHPHUMYUBOCTH SKOHOMHUKH M OOIIECTBA K WHHOBAIMSIM, YTO
MPENSTCTBYET MPAKTUIECKOMY MPUMEHEHHIO PE3YJIbTATOB UCCIEOBAaHUHN U pa3pabOTOK.

Hayuno-texHonorudeckoe paszsutue Poccuiickoii Denepanuu TpeOyeT OCMBICIEHUE
HOBOI POJIM HAYKH KaK MOTEHIIMATBHOW BO3MOYKHOCTH ISl PEIICHUS TTI00aTbHBIX 3a/1a4, CTOSIIINX
nepea rocyaapctBoM. st 3Toro He0oOXOAMMO MPOBEACHHUE Psifla MEPOIIPUATHIA, HATTPABICHHBIX
Ha CO3JaHUE€ TEXHOJOTHM, TPOAYKTOB M YCIYI, OTBEHAIOIIUX KaK HAIMOHAJIbHBIM MHTEpECaM
Poccuiickoii @enepannu, Tak U BocTpeOOBaHHBIX B Mupe. CyliecTBEHHAs POJIb MPHU OMpPEIeIeHUN
TaKUX Mep, OCHOBHBIX JTAallOB HMX pealu3alud M MokazaTteneil 3¢h(eKTMBHOCTH OTBeACHA
CIIENUATILHBIM TOCYJapCTBEHHBIM TIporpaMmMaM B 00JIacTU TEHHOW WHXKEHEpUM Kak Ha
dbeneparTbHOM, TaK U Ha PETUOHATHLHOM YPOBHSX.

Tak, KommniekcHast mporpamma pa3BuThs 6notexHosoruii B Poccuiickoit deneparuu Ha
nepuon 10 2020 roxa'?® cranma cTpaTernueckuM TOKYMEHTOM, OMpeAeSiOIMM MOIUTHKY PD B
OMOTEXHOJIOTHYECKOM CeKTOpe dKOHOMUKH. B 2018 roay Obuia yTBEpIKaeHa HOBAsK «IOPOXKHAs
kapta» «Pa3Butne OWMOTEXHOJIOTMH W TEeHHOW wuHXeHepuu» Ha 2018-2020 rr. [2],
MPeIyCMOTPEBINAs pPa3BUTHE OWOTEXHOJNOTUH M TEHHOW WHXKEHEPHH, BKJIIOYAs CO3JaHUE

61/10pecprHHx LHCHTPOB, HOCHTPOB JOKIMHHUYCCKUX TPAHCIALMUOHHBIX HCCHCHOB&HHﬁ,

129 Vreepikneno [paurenbcteom PD ot 24.04.2012 r. Ne 1853n-IT8
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HAI[MOHAJIBHOTO IIEHTpa CTPATErMYeCKUX OMOMEIUIIMHCKUX TEXHOJOIHWH, Cco31aHue
npo(hecCHOHANIBHBIX CTAHAAPTOB B 00JaCTH OMOTEXHOJIOTHH U TeHHONW MHXKEHEPUHU, OTKPBITHE
HaIMOHaJIbHOTO jemno3utapusi OumomarepuanoB u GCP-cepTuuuupoBaHHBIX KIETOYHBIX
nabopatopuif, a TakKe Mepbl [0 TapMOHHU3AlMKM CTaHAAPTOB, JeHcTByromux B PD, c
nokymentamu O9CP.

Hakownen, 28 nosi6ps 2018 roma 6pu1 uznan Ykas [pesugenra PO Ne 680 «O pazputum
reHeTUYecKux TexHosnoruii B Poccuiickoit @enepanun» [6], KOTOpbI B Ka4eCTBE OCHOBHBIX
Heslel JeATeNIbHOCTU OIpeNesni KOMIUIEKCHOE pellleHHe 3a/ad YCKOPEHHOI'O pPa3BUTHSA
IFEeHETUYECKUX  TEXHOJOTMH, BKIKOYas TEXHOJOTMHM TEHETHMYECKOro  pelaKTUPOBaHMS,
oOecrieyeHus pa3pabOTKH  OMOJOTHYECKUX TIPErapaTroB, JAWArHOCTUYECKHX CHUCTEM U
UMMYHOOHMOJIOTHYECKUX CPENCTB I Cephl 3ApaBOOXPAaHEHHUS, OMOTEXHOJIOTHH ISl CEIbCKOTO
XO0351MCTBa M TNPOMBILUIEHHOCTH, a TaKXe COBEpIICHCTBOBAHUE Mep IO IPEryNpeKACHUIO
Ype3BbIUAHBIX CUTYyalluil OMOJIOTMYECKOT0 XapakTepa U peanu3alust KOHTPOIs B 3TOI o0nacTH.
Bo ucnonnenune nannoro VYkasza 22 anpens 2019 roma IlpaButensctBom P® yTBepkaeHa
@®enepalibHass Hay4yHO-TEXHUYECKass IporpaMma pa3BUTUS T'€HETUYECKUX TEXHOJOTMH Ha

2019 - 2027 rogpl, peanu3anUs  KOTOPOM  JOJDKHA — OCYIIECTBIATHCS IO CIEAYHOLIUM

HalpaBJICHUSAM:
L4 0100€e30IMacHOCTh H 00ecIIeYeHe TEXHOIOIHUECKOM HC3aBUCHUMOCTH,
L4 TCHCTUYCCKHUE TCXHOJIOTUH OJId pa3BUTUA CCIIBCKOI'O XO3$II\/’ICTBa;
L4 TCHECTUYCCKUEC TCXHOJIOTUHU TJI1 MEIUIIUHBI,
° TCHCTUYCCKUEC TCXHOJIOTUH JIJIsA HpOMI:IHIJ'ICHHOfI MI/IKpO6I/IOJ'IOFI/II/I.

Cama nporpamMma COAEpPKUT 4 TpyNImbl MEPONpPHUATHI, HANpPaBICHHBIX HA CO3JAHHUE U
pa3sBuUTHE Ha 0a3e Hay4yHbIX M 00pa30BaTeNbHBIX OpraHM3alUi J1abopaTopuil U IEHTPOB,
OCYILIECTBIIIOLIMX MCCIEIOBaHUS B 00JAaCTH TEHETMUYECKHMX TEXHOJOIMH, B YacTHOCTH
TEXHOJIOTMI T€HETHYECKOTO PEAAKTUPOBAHUSA, M HX TEXHUYECKYIO IOIJEPKKY; IPOBEICHHE
HAy4YHBIX HCCIEAOBAHUN M pa3padOTOK C MPUMEHEHHUEM T€HEeTHYECKHX TEXHOJIOTUH, BKIIOYas
pa3paboTKy OMOJIOTHYECKUX MpenapaToB, JUATHOCTHYECKUX CHCTEM U UMMYHOOHOJIOTMYECKHX
CpeAcTB sl cephl 3ApaBOOXPAHEHUS, a TaKkKe OMOTEXHOJOTHH I CEITbCKOTo XO3scTBA M
MPOMBIIIJIEHHOCTH; TOJTOTOBKY BBICOKOKBAJM(UIMPOBAHHBIX KaJpOB M YIPaBIEHYECKUIN
KOMIUIEKC, BKJIIOYas COBEPILIEHCTBOBAHME HOPMATHBHOI'O IIPABOBOIO PETYIUpPOBaHUSA B chepe
TE€HETUYECKUX TEXHOIOTUH.

Hecmotps Ha To, uto IIporpaMma HaXOAUTCS TOJIBKO B HaYaJle peaIu3alliy U NIPEACKa3aTh
3¢ (PEeKTUBHOCTh €€ HCIOJIHEHUs €lle He MPEACTaBIAETCS BO3MOXHBIM, HMCXOJS W3 aHaIu3a
3asIBJICHHBIX MEPONPHATHI U ONbITa PEANM3aldy HHBIX T'OCYIAapCTBEHHBIX IPOrPAMM, MOKHO

YKa3aThb Ha CJIICAYIOIICC:
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- ompejeNieHHass TPOMO3AKOCTb M HCIHOJb3yeMble (OPMYIUPOBKU pa3paboOTaHHOIO
nokymeHnTa. OH COEPKUT OOJIBION NEpeYeHb MEPONIPUATHI PA3HOTO HAIIPABICHUS U ACHCTBHIH,
KOTOpbIE JOJDKHBI OBITH TPUHATHI Ui JIOCTHKCHHUS IOCTABICHHBIX Ieiei. MHaukaTopamu
3¢ (HeKTUBHOCTH HA3BIBAIOT KOHKPETHBIC YHCIIOBBIE MTOKA3aTEIH, KOTOPbIE YCTAaHABIUBAIOTCS IS
KaxJoro Meponpustus. Hanpumep, B pamkax paccMmarpuBaemor IIporpamMmbl ycTaHOBIIEHBI
Takue IIeJIEBbIe MHAMKATOPHI, KaK KOJMYECTBO I'€HETUYECKUX TEXHOJIOTUH, pa3pabOTaHHBIX H
aIalITUPOBAHHBIX JJIs1 oOecreueHust 0M00Ee30MacCHOCTH M TEXHOJIOTUYECKOH HE3aBUCHUMOCTH, a
TaKKe JUIs1 UCII0JIb30BaHUS B MEAUIMHE, CEJIbCKOM XO03S1CTBE U MPOMBIIIJIEHHOCTH B KOJINYECTBE
36 equnaun k 2027 roay WM KOJIMYECTBO Pa3pabOTaHHBIX T€HOTEPANIEBTUYCCKUX JIEKAPCTBEHHBIX
npenapaToB U OMOMETUIIMHCKUX KIIETOYHBIX MPOAYKTOB, COACPIKAIIMX KJIETOYHBIC JIMHUH C
TeHETUYECKON Moau(puKanue, NpomeAmnX CTaaul0 JOKIMHUYECKUX HCCIECOBaHUN B
komnuectBe 20 egmnui k 2027 romy. B To Bpems kak, Hampumep, Haubolyiee YCHEIIHbIE
nporpaMmel ['epmManuy, 3a10KUBIIHE OCHOBY JJIsi CEPHE3HOT0 POCTA PhIHKA OMOTEXHOJIOTHIA, 110
CYTH HE COJep)Kau B cebe HUKAaKUX KOHKPETHBIX LIEIEeBBIX MHAWKATOpOB. Vcxoas u3 aHanmsa
NOJOOHBIX MPOrpaMM TAaKOBBIMH MOXKHO Ha3BaTh KOJIMYECTBO pa3padOTaHHBIX start-up B chepe
TeHHOW MH)KEHEpUU U OMOTEXHOJIOTUH B IEJIOM, POCT YHCIA 3aHATHIX B OMOTEXHOJOTHYECKOM
CEKTOpe, BHEApEHUE Hanboliee yCIeNIHbIX MPAKTUK 110 BCEil cTpaHe;

- JIOCTaTOYHO BBICOKHME PUCKH HEBBIIIOJHEHUS 3a7ad U pe3y/lbTAaTOB, ONPEAEICHHBIX B
[Tporpamme. Tak, HanpuMep, MO UTOraM peanusanuu nporpammsl «buo 2020», 6pL10 OTMEUEHO,
4YTO HEKOTOpbIe IIeM JOCTHYh HE YAaloCh «U3-32 Pa3IMYHBIX MpoOJIeM, B TOM 4HCIE,
sKOHOMHUECKUX»[5]. Kpome TOro, KOppeKTUPOBKH MOYKET BHECTU U U3MEHUBLIASICSI CUTYyalUs B
MUpPE WIH CTpaHe, BKIIIoYasi IPUOPUTETHbIE HaNpaBiIeHUs pa3BUTus HayKu. [Ipu sTom aupexrop
WNuctutyra MonekymnsipHoil 6uonorun umenn B.A. Durensrapara PAH Anexcanap Makapos
OTMETHJI, YTO IPOrpaMMa pa3BUTHsI T€HETUUECKUX TEXHOJIOTUH cTalla IepBOii B 3TOM 001acTH, Tae
IIOCTaBJIEHBI KOHKPETHBIE 3aJJa4l U KOHKPETHBIE CPOKHU UX pemeHus [10];

- IpU TIPOBEIEHUU OTUETHBIX MEPOINPHUATHH OLEHKONH 3((EKTUBHOCTH peanu3aluu
IIPOrpaMMbl 3aHUMAIOTCSI B TOM YHCJIE U OTBETCTBEHHBIE 32 MEPONPUATHS UCIIOJHUTEIH B TIENIAX
BHYTPEHHETO KOHTPOJIS 32 UCIIOJIHEHHUEM XOJa pealln3allii rocy1apCTBEHHON IporpaMMsl [4]. B
TAKOM CHUTyalluM HE BCEr/la BO3MOXHO TOBOPUTH 00 OTPaKEHHM pEaTbHO JIOCTUTHYTHIX
pe3yJIbTaTOB, a cama OlleHKa () (HEKTUBHOCTU MOXKET ObITh IPOBEIEHA C HEKOTOPBIM YJIyUIlIeHHEM
MoJlyueHHBIX pe3ynabTaToB. Tak, B 2017 romy T.I'omukoBa, BeicTymass Ha IlerepOyprckom
MEXYHApPOJAHOM HKOHOMHUYECKOM (opyMme, 3asiBUIa O HECOCTOATENBHOCTH IIEJIOro psijaa
rOCyIapCTBEHHBIX IporpaMM. «TpeTb TrocynapCTBEHHBIX @IpOrpamMM, KOTOpBIE —ceiuac
pEANM3YIOTCSA, CaMUM TPABUTEIHCTBOM TMpHU3HAHBI HEd(P(HEKTUBHBIMUY», - cKazaia ona [11].

Br13eiBaet OIIaC€HUEC, 4YTO B IIOIOHE 3a un(i)paMn N II0Ka3aTCIAMHU, Mbl MOXEM YIIYCTUTH
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KAYeCTBEHHYIO CTOPOHY 3asBJICHHBIX MEPOIPHUATHI, CBECTH pEaTU3alUIi0 MPOrpaMMbl K
(bopMaTbHOMY MCIIOITHEHHIO M K IPOCTOH HEOOXOJMMOCTH MOATOTOBKH OTYETOB O MPOACTAHHON
paboTe M MOJTYYEHHBIX pe3yjbTarax, CJIeIOBaTeIbHO, K CYIIECTBEHHBIM (PUHAHCOBBIM TpaTam,
KOTOpBIE MOTYT HE IPUBECTU HAC K TOCTABJICHHBIM IEJISIM.

Eme omgHoO# M oTHOcHTEnbHO HOBOMW s Poccuum ¢dopmoii ydacTus rocymapcTtBa B TOM
YuCciI€ B Pa3BUTHH OMOTEXHOJIOTHH, SIBISIOTCS TaK HA3bIBAEMBIE KIACTEPHBIE INPOTPAMMBIL.
Haubonpmee kommdectBo kiactepoB (yHkiuonupyer ceromus B CIHA, ®Ounnsaaauw,
BenukoOpurtanuu, @pannuu, Kanage u ['epmanuu. Knactep mo cBoeit cyTu Hawmydias cpeia
JUIsL CO3/IaHWs WMHHOBAIlMU, TaK KakK IOApa3yMeBaeT HaJMYhe TPYAOBBIX PECypCOB BbICIIEH
KBaTM(pUKAMK; TeorpadudecKyr0 OJIM30CTh, CO3MAMOIIYIO OJarompUsATHBIE BO3MOXKHOCTH JIJIS
pacrpocTpaHeHusI 3HaHWH; (YHKIMOHUPOBAHUE B KIIACTEPAX MHOTOYMCIICHHBIX TPEICTaBUTEICH
MaJoro M cpeaHero OwusHeca, UIsi KOTOPBIX XapaKTepHa BBICOKas CTEMEHb T'HOKOCTH,
crocoOcTByromasi MHHOBaMOHHOMY pocty [8]. Takum o6pa3oMm co3maercs ciemyromias
3aKOHOMEPHOCTh - YeéM OOJbIlI€ B CTpaHE KJIACTEPOB, TEM CYLIECTBEHHEE €€ BO3MOYKHOCTU B
o0nacTu CO3/laHUd M NPOABMXKEHUS] MHHOBaUMHA. OJHUM M3 HamOOsee YCIEUIHBIX MPUMEPOB
KJIACTepHBIX MPOrpaMM CUMTAeTCs Hemelkas mporpamma BioRegio, B pamkax KoTopoil Obuin
c(hOpMHUPOBaHbI TaK Ha3bIBa€MbI€ OMOPETHOHBI, OOBbEIUHUBIINE MO/l CBOMM HA4ajJOM HAyKy U
OusHec. B ocHOBY yka3aHHOM mOporpaMMbl ObLT IOJOKEH HPUHLMII KOHKYPEHLHU MEXIy
peruoHamMu 3a TIOJy4YeHHE CpEICTB U3 (eaepaibHOro OmKeTa, a TakXKe JOoKalu3alus
yUpeXAECHUHN U npeanpusaTuii B cpepe Onorexnonoruii. To ecTh yuacTBOBaTh B KOHKYpPCE MOTJIH
HE CaMOCTOSITENIbHBIE OpraHu3alMM B YyKa3aHHOH cdepe, a OpraHM30BaHHBIE B pe3yjbTare
COBMECTHBIX YCHJIMH CYOBEKTHI, MOJABUIME KOJUIEKTUBHYIO 3asBKYy. BIO/DKET Ui pernoHoB-
nobeauteneit coctaist 90 miH eBpo. Kpome aToro, 4etbipe peruoHa MOTJIM pacCUMTHIBaTh Ha
(uHaHCOBBIE MPEUMYLIECTBA U B JPYTUX TOCYAAPCTBEHHBIX Mporpammax oovemoMm Oosee 700
MUJJINOHOB €BPO.

B otiinume ot I'epmanuu, rae BioRegio Opia peanuzosana B 1997-2005 rr., nns Poccun
onpezensonel crana KoHuenuus JOATOCPOYHOTO COIHATbHO—3KOHOMHMUYECKOTO Pa3BUTHUS
Poccuiickoit ®enepanuu Ha nepuop no 2020 roxa [3], rae co3gaHue CETH TEPPUTOPUATIBHO—
IPOM3BOJICTBEHHBIX KJIACTEPOB OBUIO HAa3BaHO B KadyeCTBE OJHOTO W3 TJABHBIX YCIOBUH
MOJIEpHU3AIMH SKOHOMUKH M Peaju3allii KOHKYPEHTHOTO MOTeHLnana peruoHoB. Konuenmus
npelycMOTpesia JBa THUIAa TaKUX KJIacTePOB: HHHOBAIIMOHHBIX BBICOKOTEXHOJIOTUYHBIX U
TEePPUTOPUATBHO-TIPON3BOACTBEHHBIX. B 2012 1. OBl yTBepkaeH «llepeyeHb NHUIOTHBIX
IporpaMM pa3BUTHUS HMHHOBALMOHHBIX TEPPUTOPHANBHBIX KiacTepoB»[12]: B pe3ynbpTaTe
MIPOBEJICHHOTO0 KOHKYpCa B HETO OBLIIM BKJIIOUEHBI 25 KIIaCTEPHBIX IPOEKTOB ¢ HaU00JIee BHICOKUM

HAyYHO-TEXHUYECKUM MOTEHIUAIOM (K HHUM OTHOCSTCS B IEPBYIO OdYepelb HayKOTpajbl,
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3aKpBIThIE aAMUHUCTPATUBHO-TEPPUTOPHATIbHBIE 00pa30BaHNS U TEXHUKO-BHEAPEHUECKUE 30HBI)
[13]. Onpoc OGHOTEXHOIOTUYECKUX KOMIIAHH, KOTOPBIA ObLI mpoBefeH I'epmanueil B pamkax
peanu3anuy NporpaMMbl Cpeau MHOXKECTBA KOMIIAHUH 1TOKA3aJl, YTO OCHOBHBIMM I10JIy4aTEIIIMU
JICHEXKHBIX CPEJICTB IpU (OPMHUPOBAHUU KJIACTEPOB B chepe OMOTEXHOIOTUM SABISIOTCS Mable U
cpenHue npeanpusAtusa. Ee onbIT pa3BUTHUA TEHHOM HHXXCHEPUU IPOJEMOHCTPUPOBAI, 4YTO
OCHOBHYIO CTaBKY HY)KHO JenarTh Ha start-up. Ha Ham B3I, MOJOXKUTENBHYIO POJIb MOKET
ChITpaTh B3aUMOJEHUCTBUE B paMKax PenepanbHON HAyYHO-TEXHUUYECKOU MPOrpaMMBbl pa3BUTHUS
IFeHETUYECKUX TEXHOJIOIMH U CO3/1aHHBIX KIacTepoB. Jlaxke mpu HEOOJIbIIOM yYacTUH MOCIIEAHHUX,
IPaMOTHOM pAaclpe/ie]IeHUH HUMEIOIIUXCS PECYpCOB U MOAJIEPKKE CO CTOPOHBI (efepalbHbIX
OpPraHOB HCIIOJIHUTEIBHOM BJIACTH BO3MOXXHO CO3[aTh COOCTBEHHBI BHYTPEHHUH PBIHOK
OMOTEXHOJOIMI, HE YyCTyHAlOUMi IO CBOEMY YPOBHIO BEIyLIMM MHPOBBIM PpPbIHKaM

OHOTEXHOJIOTH.
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