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YBa)kaemble untarenu!
UckpeHHe paj npuBeTCTBOBATH BAC HA CTpaHMLLAX Hallero XXypHana!

MpaBoBoe obecreveHne pa3BUTUS FeHETUUECKUX TEXHONOMMIA — CI0XHAA, MEXAUCUUNANHAP-
Hag 061acTh HAYUHOro 3HaHWg. Ha cTpaHuuax Hallero xypHana mbl CTaBum nepes coboii 3a-
[ayy peannsaumm MakCMManbHO KOMMNEKCHOTO, MHOTOMIaHOBOMO MOAXOAA K UCCNE0BAHMIO
JaHHO NpobaemaTvku.

ABTOPbI Hay4HbIX paboT B 3TON Chepe MCroMb3yT KOMMNEKCHbIA METOA0NOTMUYECKUIA UHCTPY-
MEHTapWit: Kak TPAANLMOHHbIE METOAbI IOPUANUECKNX HAYK, TaK 1 06PALLAIOTCS K METOA0M0M MM
HayK ecTecTBeHHbIX. [1pOpbIBHbIE pe3yabTaThl UCCAEA0BAHMA YUYEeHbIX, 3aHUMAIOLLMXCS pa3pa-
60TKamMu B chepe reHeTUKU, CTABSAT Nepes yUeHbIMU-OPUCTaMI HETpYBMANbHbIE 3aaun. Vm
HEOOXOAMMO NPOBECTYH MOWCK KOPPEKTHBIX NMPaBOBbIX GOPM U MOAENEN, NPU3BaHHbIX obecne-
unTb Hanbonee afieKBaTHbIE NPABOBbIE PEXMMbI, HEOOXOAUMbIE /1S PA3BUTUSA FEHETUYECKMX
MCCNeOoBaAHMIA U NPUMEHEHNS TeHETUYECKMX TEXHONOT WA,

[loka3aTensCTBOM TOMY CAy>KaT MaTepuasbl HacTosaLLero Homepa. Tak, B ctatbe J1.H. bepr pac-
CMaTpMBaIOTCS MPaBOBble W OPraHU3aLVOHHbIE OCHOBbI NMEPCOHaNN3NPOBAHHON MEAMLMHbI
Kak MeauLHbl Byayliero. MeToa0n0rMueckunin acnekT peryiupoBaHms reHoMHbIX 1CccaenoBa-
HW1 OTpaxkeH B paboTe A.B. KybbiwKkuHa.

Bnok 3apybexHoro onbita npeactasned nybamkaunamm M.B. Hekotenesoit, [1.B. MoHomape-
BOI O NPaBOBOM PEery/nMpoBaHunmM NaTeHTOBaHUS PE3YNLTATOB FEHOMHbIX MCCNEA0BAHWIA Ha [10-
6a/IbHOM, PETVOHAIBHOM W HaLMOHaAbHOM ypoBHAX v E.E. [yngeson, E.H. Tpukos o 3auimte re-
HeTnyeckon MHdopMaL MM YeNnoBeKa B eBPONENCKMX CTPAHAX.

Bonpockl NpaBoBOro peryanpoBaHus NpUMeHeHNs reHeTUYECKMX TEXHONOTUIA He MOryT 3ddek-
TWBHO peLaTbCs NPy OTCYTCTBUM pelleHnii B chepe B1no3Trku. [103Tomy pekomeHyto 06paTnTs
ocoboe BHUMaHMe Ha cTaTbio B.M. MpxKuaeHcKoro, NocBsileHHy0 akTyanbHoin Teme — Bceob-
Lie Aeknapaumm o 6rosTuKe 1 NpaBax YeNoBeka B SK3UCTEHLMANBHOM U3MEPEHNY.

C NpvKAaHOM TOUKM 3peHna A9 110600 1PKUCTa OUEHb BaXKeH NPOLECCYasbHbIi acnekT. M03-
TOMY 3aBepLUIaeT HacTosMit Homep nybankaumns A.A. CenbKoBOK, NOCBSLLEHHAS TEHETUKE No-
BeLEHMS B pakypce rpaxAaHCKO-NPOLLECCYanbHOrO 40Ka3blBaHMS.

YBaxaemble umtaten, npurnawaem Bac K ANCKYCCHIM NO BbICKA3aHHLIM B I'Iy6ﬂVII<aLLl/IHX,D,aHHOI'O
HOMEPpa NAEAM 1N NPEASTOXEHNAM U XAEM BaC B UNC/IE HALINX EJ.BTO[:)OBI

TAaeHblii pedakmop
O.C.puHb
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Dear Readers,

| am pleased to be able to announce our new issue of ‘Lex Genetica.

The question of legal regulation in the development of genetic technologies is a complex
interdisciplinary area. Aswe address thisissue, the aim of ourjournal is to adopt a multifaceted
approach.

Academic authors apply a variety of research methods not solely limited to the traditional
methods of legal research. Indeed, in the area of genetics, breakthrough research findings
pose a set of new challenges to legal scholars. In order to bolster the existing legal regime
relevant to the development of genetic research and the use of genetic technologies, scholars
need to search for applicable legal forms and models. All of these questions are addressed
in the new issue of ourjournal.

L.N. Berg raises questions of the organizational and legal framework of the medicine
of the future, i.e., personalized medicine. AV. Kubyshkin in his article carefully examines
the methodological aspect of genome research regulation.

MYV. Nekoteneva, DV. Ponomareva, E.N. Trikoz, and E.E. Gulyaeva provide a summary
of international experience. In their work, they discuss the legal regulation of patenting
the results of genomic research and the protection of human genetic information
in the European Union.

Itwould beimpossible to address the issues of legal regulation of genetic technologies without
paying attention to bioethics. V.I. Przhilenskiy offers a comparative analysis of the two most
important documents in the field of bioethics: the Universal Declaration of Human Rights;
and the Universal Declaration on Bioethics and Human Rights.

Legal scholars set equal store on procedural aspects. The concluding article in this issue by
A.A. Sel’kova focuses on behavioral genetics in the context of proof within civil procedure.

| hope you enjoy reading the new issue of ‘Lex Genetica’ and find it informative. Please
contribute to our future success by submitting articles for publication.

Editor-in-Chief
0.S.Grin’

Lex Genetica. 2023. Volume 2, No.1
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nepCOHaHMBMPOBaHHaﬂ MeAULUNHA: NpaBOBbl€E
N opraHn3aunoOHHbI€ OCHOBbl MEAULINHDI 6y,D,yLU,EI'O

Mwgmuna H. Bepr™
Ypanbckuit rocyaapCTBEHHbI PUANYECKNI YHUBEPCUTET MMeHn B. . Akosnesa, EkatepuHbypr,
Poccuiickas ®epepauus

AHHoTauus

B cratbe nocnenoBaTesbHO MpOaHaM3MPOBAHO MOHATUE MEPCOHANIN3NPOBAHHON
MELVUMHBl W TEHE3UC ero MOsSBAEHWS, TeKyLlee COCTOSHWE MPaBOBbIX W OpraHu-
3aUMOHHbIX OCHOB MepCoHaNM3NpPOBaHHOW MeauumnHbl B Poccuiickoin Penepa-
unn. Ha ocHoBe cneumanbHO-tOpUANYECKOro MeToLa MPOBEAEH MOHWUTOPWHT Aeii-
CTBYIOLLErO 3aKOHOAATeNbCTBa B Chepe NEepCOHANM3NPOBAHHOW  MEAMLMHBI
M YCTaHOB/IEHO, YTO, XOTS MPaBO Ha MEPCOHANN3MPOBAHHOE N€YeHNE COOTHOCUT-
€S C KOHCTUTYLLMOHHBIM MPaBOM Ha OXpaHy 3L0pOBbS, MPaBOBOE PEryANpoBaHuE
NepCoOHAN3NPOBAHHON MEAULVHBI HOCUT GparMeHTapHbI XapakTep: eCTb TONbKO
MOA3aKOHHbIE HOPMATVBHbIE MPaBOBbIE aKTbl, aKTbl CTPATErMYECKOro MaaHnpoBsa-
HVS U OTAENbHbIe KAMHUYECKWE PEeKOMEHAALMW U CTaHAapTbl. ABTOP 3aK/OYAET,
UTO NpaBOBble OCHOBbI MEePCOHANN3MPOBAHHON MeauUMHbl B Poccuiickoin Pepepa-
UMW HYX/J20TCS B COBEPLIEHCTBOBAHNM, & MMEHHO: HEOBXOAMMO ONpefentTh CTa-
TyC NEePCOHANN3NPOBAHHON MEANLMHLI, BHECTU CUCTEMHbIE M3MEHEHUS B LENCTBY-
fOLLLME HOPMATVBHbBIE MPABOBbIE AKTbl O MOPSAAKE OKA3aHWS MELNLMHCKON NOMOLLM,
KOTOpble MO3BOAWMAM Obl Bpauam WCMOMb30BATb B KAMHUYECKOW MPaKTUKe [OCTW-
XKEHUS MEPCOHANMM3NPOBAHHOW MEAMLMHBL 10 MHEHWIO aBTOPA, CYLLECTBYHOLLASA
B Poccuiickon ®enepalnn TpexypoBHeBas C1CTEMa OpraHv3aLmum 34paBooxXpaHe-
HMS, MOCTPOEHHAs Ha MAaee CTaHAAPTM3aLMK, HE COOTHOCUTCH C WAESMU NepCcoHa-
JIM3NPOBAHHON MeANLMHbI. ITO, B CBOKO OUYepeflb, NpeaonpeaensdeT HeobX0AMMOCTb
nepeHacTponkn CUCTEMbl OpraHM3alny 34paBooXpaHeHns, HaunHas C BbipaboTKm
HayuHO 0BOCHOBAHHbIX NPEANOXKEHNI NO BHEAPEHWIO NEPCOHANN3NPOBAHHON Me-
LUUVHDI 1 3aKaHUMBAS MPOCBELLEHNEM HACENEHUS O FTEHETUYECKOM KOHCYBTUPOBA-
HVK. B cTaTbe OTMeYeHbl OnpeaeneHHble YCnexu no BHeLPEHWIO AOCTUXEHWNIA nep-
COHa/IM3NPOBAHHON MELNLMHbBI B CO3AaHMN HAayUYHbIX LEHTPOB MWUPOBOrO YPOBHS.
CoenaH BbIBOA, UTO OpraHv3aLLms NepcoHan3npoBaHHON MeANLVHbI B POCCUIICKO
Denepaunu TpebyeT NPUHATUS KOHKPETHBIX Mep, HanpaBieHHbIX Ha BHeApeHMe ee
HaYUHbIX OCHOB B MPaKTHKY 0ByUeHNs ByayLLnX MeANLMHCKIX PABOTHUKOB, 1eUeHna
1 NpodunakTvky 3abonesaHmnii. KTakum mepam npexze BCero cieLyeT OTHECTU HOp-

*Email: mila-berg@mail.ru
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Moamuna H. bepr
MepcoHanusmpoBaHHasa MeanLMHA: NPaBOBbIE U OPraHM3aLMOHHbIE OCHOBbI MEAMLUHBI ByAyLLEero

MaT1BHO-NPaBOBOE 3aKkpern/eHune cTaTyca NepcoHann3npoBaHHON MeANLIUHBI, A0MY-
CTUMOCTU UCMO/b30BAHNS €€ METOL0B B KJIMHNYECKON NPaKTUKe, a TakxXe co3faHne
Cneumnann3npoBaHHbIX Hay HbIX OpraHu3alLnii, COBEpLIEHCTBOBAHME 06pa3oBaTesib-
HbIX MPOrPaMM, UCMO/Mb30BAHNE BCEMM CyObEKTAMM, KOTOPbIE BXOAAT B CUCTEMY 34pa-
BOOXPaHEH WS, B CBOEN NPAKTUKE AOCTUXEHMI NEPCOHANN3MPOBAHHON MeANLIMHDI.

KnioueBble cnoBa: nepcoHann3npoBaHHas MeanumnHa, CTpatermyeckoe naaHnpoBaHne, opraHmnsaunsg
3PpaBOOXPaHEHNSA, MPABO Ha OXPaHY 340p0OBbA, CTAHAAPTN3ALUMA, NPABOBbLIE OCHOBLI

Ana uutupoBanus: bepr, /1.H. (2023). lNepcoHann3mMpoBaHHas MeauLLMHa: NPaBoOBble W OpraHmn3aLoH-
Hble OCHOBbI MeAMLIMHbI Byayulero. Lex Genetica, 2(1), 7-23. https://doi.org/10.17803/lexgen-2023-2-1-7-23

[locmynuna 18.06.2023
[lepecmompera 01.07.2023
[puHama 20.07.2023

Personalized Medicine: the Organizational and Legal
Framework of the Medicine of the Future

Lyudmila N. Berg™
Ural State Law University named after V. F. Yakovlev, Yekaterinburg, Russian Federation

Abstract

This article explores the notion and origin of personalized medicine, as well as its ori-
gin, and organizational and legal status in the Russian Federation. Analysis of the leg-
islation in the field of personalized medicine shows that although the right to per-
sonalized treatment conforms to the constitutional right to health care, the legal
regulation of personalized medicine in the Russian Federation remains fragmented.
Itis governed only by regulatory acts of secondary legislation, strategic planning acts,
and individual clinical guidelines and standards. The author shows here that the legal
foundations of personalized medicine in the Russian Federation need to be improved.
Firstly, the status of personalized medicine needs to be established; changes need
to be made to the current regulatory legal acts regarding the procedure for provid-
ing medical care. This would allow doctors to apply the achievements of personal-
ized medicine in clinical practice. Secondly, the author considers that the existing
three-level system of healthcare in the Russian Federation, based on the idea of stan-
dardization, does not correlate with the ideas of personalized medicine. Another cru-
cial factor is the readjustment of the healthcare system. This would require the de-
velopment of scientifically grounded proposals on the implementation of precision
medicine and to promote public education on genetic counseling.

“Email: mila-berg@mail.ru
Lex Genetica. 2023. Volume 2, No.1.7-23
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Lyudmila N. Berg

Personalized Medicine: the Organizational and Legal Framework of the Medicine of the Future

The article highlights advances on the application of the achievements of person-
alized medicine in the establishment of world-class research centers. The author
concludes that the organization of personalized medicine in the Russian Federation
requires the adoption of specific measures aimed at the implementation of scientif-
ic foundations of personalized medicine into the training of future medical workers,
aimed attreating and preventing diseases. These measures also include consoliding
the legal status of personalized medicine, the use of achievement of personalized
medicine and its methods in clinical practice, as well as the establishment of spe-
cialized scientific organizations and the improvement of educational programs.

Keywords: personalized medicine, strategic planning, healthcare, right to health care, standardization,

legal framework
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BeepeHne

[epcoHann3vpoBaHHas MeAnLMHA BO BCEM
MUPE ABASETCS OLHUM U3 CamblX CTPEMUTE N b-
HO pa3BMBAOLLUXCS HaNpaBNEHU MeANLMH-
CKOWM HayKW W NpakTUYecKoro 34paBooxpaHe-
HUs. OnpeneneHHble ycnexu B 3Toi obnacTy
nmeroTcs 1 B Hawel ctpare (CadpoHos, 2027).

[lepcoHann3vpoBaHHas  MeauuuHa  He-
pa3pbiBHO CBA3aHa C MONEKYNSAPHOW Meaw-
LVHOM, FeHOMWKOM 1 MOCTTEHOMHON 6Mo-
NIOTUeld, KOTopble BO MHOMOM obecneunBaioT
pa3BUTME COOTBETCTBYIOLWMX WHHOBALLMOH-
HbIX TEXHOMOTUIA: KNAETOUHbIX W OGUMOMONEeKy-
NSPHbIX METOA0B W CPEeAcTB AMArHOCTUKM,
NPOQUAAKTUKM, NeUeHUs U peabunntauum
(CadpoHos, 2021). Ha nepsbiii B3r1a4, peBo-
NOUMOHHbIE  dYyHAAMEHTAbHbIE  OTKPbLITWS
1 pa3paboTka HOBbIX METO0B UCCeA0BaHNIA
B 0671aCTV MONEKYNSPHOW BUONOTUN, reHeTH-
KW W BUONOrMYECKO CTAaTUCTUKM NO3BOASIOT
MOAEpPHM3MPOBaTb Ha KayeCTBEHHO HOBOM

YPOBHe BClO cucTemy 34paBooxpaHenns. On-
Hako 3Toro He npoucxoaut. W peno 3aechb
He B [IOpPOrOBK3HE HOBbLIX METOAOB McCCie-
[IOBaHWA Twna CeKBeHMpPOBaHMS reHoB. KX
CTOMMOCTb KaK pa3 CTpPeMUTeNbHO YMeHbla-
eTCs, B HACTOALWLMIA MOMEHT BMO/HE aAeKBaT-
Ha M COOTBETCTBYeT TpeboBaHMAM MeAUKO-
3KOHOMMYecKon 3pdekTnBHOCTU. OCHOBHas
npuUYMHa  MeANEeHHOro BHEAPEeHWS HOBbIX
MOAXOAOB B MpaKkTMYyeckoe 34paBOOXpaHe-
HKE — 3TO UMEIOLLLMIACS Pa3pbiB MeX 1Y HayKOM
N NpakTUYEeCKOn MeAMLMHONM, a TakxXe Heno-
HUMaHWe UAN HeloOLEeHKa OTKPbIBAOLLMXCS
nepcnexkTmB.

KoHuenuus nepcoHanu3nMpoBaHHON Me-
AMUMHBL  NpeaonpeaenseT HeobXxoAWMOCTb
CYLLECTBEHHOIMO W3MEHEeHUs WMHOPACTPYKTY-
Pbl BUOMEAWUMHCKON HayKu, NoAYepKuBaeT
BaXKHOCTb MEXANCLUNAVHAPHOIO MNOAXOAQ,
HanpaeaeHHoro Ha bonee 3GodekTBHOE UC
N0/1b30BaHME 3HAHWUIA, MONYUEHHBIX B 061aCTY
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FEHOMMKM, WHHOBALMOHHON BronHbopma-
TUKM ¥ NepefoBbiX HaHOTEXHOMOTMYECKMX
NOCTUXEHWI, B KAMHUYECKOW MpakTuke, Te.
Ha BbICTPYIO TPAHCAALUMIO GYHAAMEHTANbHbIX
NOCTUXKEHNIA B MpaKTUYeckoe 3paBoOXpaHe-
Hue. [Ina peannsaunm KOHUENUMN HEOBXOAN-
MO paclUVpeHne npubopHOMA Hasbl HayUHbIX
yupexaeHud, paspute cetn 61obaHKoB
(CaBenbeBa, 2022) v LEHTPOB KOANEKTUBHO-
0 Mo/b30BaHMs, MHGOPMALMOHHBIX BaHKOB
n BubANOTEK, WMPOKAsA MEXayHAPOAHAs
nHTerpaums. Eule BaXHee W3MeHWTb CyTb
1 CTPYKTYpY MOArOTOBKM KaApOB ANs Mocie-
Lylollei peannsaumm TEXHONOMMIA nepcoHa-
NIM3VPOBAHHOW MEAMLIMHBI.

Ha KoHuenuuy nepcoHanM3MpoBaHHON Me-
OALUMHBL YXe CErofiHa MOCTPOEHO BGOMbLINH-
CTBO VHHOBALWA B MeAMUMHE: CO3AaHNe HO-
BbIX AMArHOCTUYECKMX TEXHONOT WA Ha OCHOBE
6MOMapKEPOB, Pa3BUTUE WHAYCTPUM TapreT-
HbIX MpenapatoB, GopmupoBaHue dapmako-
reHeTkn 1 GapmMakoreHOMMKN Kak HOBbIX
HanpaBNeHUi Hayku, pas3BuUTHE TEXHONOTUN
pefakTUpoBaHWs reHoma, MoanduKauum
MWUKPOBUOTbI, HYTPUTUBHOM TEHOMUKM, DYHK-
LVOHANBbHOTO NUTaHWS 1 Ap.

BObWWHCTBO BUOTEXHONOMMYECKMX 1 dap-
MaLeBTUYEeCKMX KOMMaHWin 06bABUAM B MO-
cnefHWe rofibl NepcoHaAN3MPOBaAHHYO Mean-
LMHY OAIHOW M3 OCHOBHbIX CTpaTernii pa3suTms
Ha Byayllee, BO MHOTUX CTpaHax v KpymHbIX
HayUHbIX LEHTpax CO34aloTCs KOHCOPUMUYMbI
MO MepcoHann3MpoBaHHOW MeauLMHe, 3any-
cKatoTcs bonbluve AOPOrocTosiMe NPOeKTbl
roCy4apCTBEHHOr0 MacliTaba, pasBuBaOTCS
CepBuChl 1 onpeaeneHHas MHGopMaLMoHHas
cpeja, nossoAgiolias npusaekaTtb Bce 60/b-
We YyYaCTHMKOB U TMPaXXMPOBaTb TEXHONOT UM
(LWnaxTo & KoHpaaw, 2027).

Ha coBpemeHHOM 3Tane pasBuTUS Mean-
UMHBI MOXHO Ha3BaTb Cheaytolive npenmy-
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WecTBa BHELPEHMS MepCOHANN3MPOBAHHOM
meanumHbl (LnaxTo & KoHpaaw, 2021):

— BO3MOXHOCTb 60/1€e B3BELIEHHbIX M-
LMHCKMIA pelleHnii Ha ocHoBaHUK Bonee ry-
OUHHOMO MOHMMAHWUA MEXaHWM3MOB HONE3HM
N AENCTBUS NEeKapCTB;

— MOBbIWEHKE BEPOSTHOCTN XOpoLwero npo-
rHO3a 3a cueT bosee TapreTHOro BO3AENCTBIS;

— CHWXEHMe BepoaTHOCTM MOBOYUHbIX -
beKToB nekapcTB v ApYrnX ATPOreHHbIX OC-
NOXKHEHWUN;

— KOHUEHTpaumns Ha npodunaktnke, B Tom
uncae MHANBUAYaNbHO 06OCHOBAHHOIA;

— bonee paHHee Hayano neveHus bonesHel
Ha OCHOBaHWKM 6ofee UyBCTBUTENbHbIX Map-
KepoB, B TOM YMC/AE BO3MOXHOCTb Je4eHuns
[10 MOSABNEHMS CUMATOMOB;

— npeHaTanbHas AMarHocTuka reHeTude-
CKUX aedexkToB 1 NpodUNakTnKa AeTCKON UH-
BaIMAHOCTM.

Takum 06pasom, MNepcoHann3MpoBaHHas
MeanumMHa  SBASeTCS  NepcrneKkTMBHbIM - Ha-
npasneHnem pasputus B Poccuiickon ®epe-
paumu, 4To NnpegonpeaenseT HeobxoanMoCTb
COBEpLIEHCTBOBAHMS ee MPaBOBbIX M OpraHu-
3aLMOHHBIX OCHOB C Y4YeTOM Hay4YHO 060CHO-
BaHHbIX MPeANOXEHWA.

Llenbto Hactosllero wccnefoBaHus aBas-
eTCs aHanM3 NpaBoOBbIX M OpraHW3aUMOHHbIX
OCHOB MepPCOHaM3NPOBAHHOW  MeaNLNHbI
B Poccuiickonn ®epepaunn. [ng aoctumxe-
HMS LaHHOW Lenn nocTaBfeHbl caeaytolive
3ajaun: 1) onpefennTb MOHATME NepcoHa-
N3MPOBAHHON MEeANLMHbI; 2) YCTaHOBUTb
Ha/sMuMe UNn OTCYTCTBME MPaABOBOrO perynu-
pOBaHMS OTHOLIEHMI B chepe nepcoHanmsn-
poBaHHOM MeanumnHbl B Poccuiickon Pepe-
pauuu; 3) C MCMoMb30BaHWEM CheunanbHo-
topuanYeCcKoro Metoga chopmyIMpoBaTh Npej-
JIOXEHWS MO COBEPLIEHCTBOBAHNIO MPABOBbIX
OCHOB MePCOHANM3UPOBAHHOW MEeANLIMHDbI;
4) NpoaHaM3MpoBaTh CyLLECTBYIOLLEE COCTO-
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AHMEe OpraHM3auLmMK 34paBooxpaHeHns B Poc
cuiickoin epepaunn U onpeaennTb Mecto
NepCoHanM3NpPOBaHHON MeLULMHbI B CUCTE-
Me 3[1paBOOXPaHEHNS, B C/lyuae HeOBX0ANMO-
CTV — NPEANOKXNTb MEPbI N0 YAYULIEHNIO.

lMepcoHanusmpoBaHHaa MeaAULUHA:
UCTOpUSA pa3BUTUSA
1 061,29 XapaKTepucTuKa

Vaeonorna nepcoHann3MpoBaHHOM  Me-
AAUMHBL Bblna 3an0XKeHa 3a40aro 40 TOro,
KakK 3TOT TEPMWH BOLLUEN B NMPaKTUKY 34paBo-
OXpaHeHUs, a BO rMaBy yria Oblay NOCTaBAEHb
reHeTuyeckne pucku 3aboneBaHwuin U reqe-
TUYeckMe nNpeankTopbl OTBETA Ha Tepanuio.
Yepnas CBOM UCTOKM elle B aHTUYHOW Guo-
codun v mMeanuMHe, UCTOPUYECKU WHAMBU-
AyanbHbIA NOAXOA K NEUEHMIO NauueHTa Bbia
KAOYEBbIM 3BEHOM PYCCKOW MeAWLIMHCKON
wkonbl XIX Beka. CrpemaeHve neuntb «He
60ne3Hb, a HONLHOMO», pasBuUTME 3TOW UAE0-
norvm C.I1. BOTKMHBIM 1 APYTUMK NYYLIMMI
npeacTaBUTENIMM  OTEYECTBEHHOW  LUKO/bI
Tepanuu Kak HUKOrAa aKTyalbHO 3By4YuT
B COBPEMEHHOM MMpe, KOoraa KOHUEeNuUus mH-
OMBUAYaNbHOrO NOAXOAA HAYMHAET BHOBb
nobexaatb MAEONOrMI0  MpeyBenYeHHOM
[IOTMbl  lOKa3aTeNbHON MeAMLMHBI, OCHOBbI-
BalOLWENCS TONbKO Ha «AUKTAType» KAnHUYe-
CKUX MccnefoBaHnii n ctatuctukn. Mpu 3Tom
COBpeMeHHas KOHLEeNumMs nepcoHanmn3npo-
BAHHOW MeAMLMHbI y>Ke JaBHO BbILA 32 PAMKM
FEHOMUKM 11 MONEKYNAPHOW Bronorum 1 npea-
nonaraeT WUpPOKMe BO3MOXHOCTY OCyLLeCTBe-
HVS aApecHon NpodUAAKTUKK, AMATHOCTUKM
1 NeyeHns 3a601eBaHUin U NPOANEHNS KU3HN
Kaxxaoro yenoseka (Lngxto & KoHpaau, 2021).

TepMUH «MepcoHann3npoBaHHas MeanUm-
Ha» (MW MHAMBWMAYANM3MPOBAHHAS, MNepco-
HUMUMPOBAHHAA) CTan MonynspeH B KOH-
e XX — Hauane XX| B. (National Research
Council, 2011). KoHuenuma nepcoHanunsu-

pPOBaHHOM MeaWUMHbI Bbina MNpeanoxeHa
B 1998 r. (HukutuH, 2016). MepcoHannszu-
poBaHHad MeauUWHa npeanonaraeT Bblbop
fleyeHmns, OCHOBAHHbIA Ha ydyeTe WHAWBUAY-
a/bHbIX 0COBEHHOCTEN NauMeHTa, B NepByto
oyepedb reHeTMYeckmnx, a Takxe MoA0BO3-
pacTHbix (Mapktoc & bopwcos, 2020).

KaK 13BeCcTHO, NpakTUYecky BCce COBPEMEH-
Hble fekapcTBa paspaboTaHbl U 0406peHb
Ha ocHoBe MX 3PGHEKTUBHOCTM B GOAbLINX
rpynnax naumeHToB. [lepBoHauanbHOM KOH-
Lenuuen cosganmng nekapcTs 6bi10 NpeacTas-
fleHne O TOM, YTO MPU HaANNYUM NOHATHOIO
MexaHW3Ma TOT UAW MHOW OTBET Ha jeyeHne
6yaeT HabmogaTbCs y Beex naumeHTos. Knac
CMYeckmne AaHHble KAMHUYECKUX WCIbITaHWi
HOBOro nMpenaparta NpocTo OLEHVBaNN cpef-
HWUA OTBET Mccnefdyemoit rpynnel (cpeaHee
CHUXeHWe ypoBHS All, xonectepuHa, yMeHb-
LeHne B pa3mepax 0nyxonu, AOCTUXEeHME pe-
MWUCCUW, YyMEHbLLEHWE BOAN 1 AD.).

Bmecte ¢ Tem B Hauyane XXI| B. NogBUIUCh
06CTOATENBCTBA, KOTOPbIE 0BYCNOBUAN HEOO-
XOAMMOCTb Mepexoja K nepcoHanv3npoBaH-
Hol MeanumnHe (XuTpos, 2016):

1) HepocTaTouHas 3OPGEKTUBHOCTL dapma-
KoTepanuu, HeCMOoTpPs Ha COBEpPLIEHCTBOBA-
HMe aoKa3aTeNbHOM MeAnUMHbBI 1 BHEAPEHNE
60MbLIOTO KONMUYECTBA NEKAPCTB: MO AaHHbIM
BO3, abdexkTBHOCTE  dapmakoTepanuu
He npeBblWwaeT 60%;

2) pocT nobouHbIX 3hPekToB dhapmakoTe-
panvun BNAOTb A0 NETA/bHbIX;

3) WWpPOKWUIA AMana3oH KOHUEHTpauun ne-
KApCTBEHHbIX CPeACTB, MPUMEHAEMbIX B CTAH-
NapTHOW A03€, B KPOBM Y Pa3HbiX NaLMeHTOB.

XoTd  MHAMBMAyanu3aums  HeKoTOPbIX
METO/IOB fleyeHuns Obina NpeanoxeHa yxe
B MpereHoMHyt 3Moxy, KOHUenuus nepco-
HaM3MPOBAHHOW MeAMUMHbI, KoTopas pas-
BMBAETCA B COBPEMEHHOM OOLIECTBE, OCHO-
BbIBAETCS Ha AOCTMXEHUAX B MONEKYNSIPHOM
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AMarHOCTMKE W pa3paboTke NekapcTB Ha OC
HOBE reHOMMKM, MPOTEOMMKM, METABONOMUKM
n 6riomapkepos (Kykec & Cbiues, 2009).

CeroaHs nepcoHann3nMpoBaHHas MeanLm-
Ha BK/OYaeT B ceba Heckonbko cTpateruve-
CKMX HanpaBieHWii MHHOBALUNA B MeanLVHE
(LnaxTo & KoHpanau, 2021), Takux Kak:

1) nepcoHann3npoBaHHas  AMarHocTmka,
BK/tOUaa HayKy 0 bromapkepax;

2) NepcoHanu3npoBaHHas NpoduNakT1Ka;

3) HAHOTEXHO/IOTUW U HAHOYCTPOICTBA;

4) NepcoHann3npoBaHHble MHGOPMALMOH-
Hble TEXHONOTMN B MeANUMHE: BbIUMCANTENb-
Hble MHCTPYMEHTbl W TpaHCAALMOHHas 6uo-
NHMOPMATIKA, NCKYCCTBEHHbIA MHTENNEKT,

5) nepcoHanuM3npoBaHHas dapmakonorua
(Cyykoe n ap., 2017), B TOM Uncie nepcoHanu-
3vpoBaHHag brooruueckas Tepanus;

6) NepCcoHaNM3NPOBaHHbIE  KETOUHbIE MpPO-
NlyKTbl 1 reHHble npenapatbl (ManuyeHko, 2021).

YacTHble BOMPOCHI NepcoHaM3MpoBaHHON
MeAULIMHbI B AMArHOCTUKE W NeyeHnn 3abone-
BaHWIA NPUBEN K CAaMOCTOSTENbHbIM HayKaMm,
KOTOpble aKTMBHO pa3BMBAOTCS B COOTBET-
CTBYIOLMX 06NACTAX.

C yuyeToM pasBWTMS MNepCcoHaM3NpPOBaH-
HOM MEeAMLVHbI, YBEIWYEeHUs KOAn4ecTBa
obnacTeit, B KOTOPbIX OHa MCMOAb3YETCS, MO-
ABNAIOTCA 0YeHb 6auskune noHatns (LLngxTo
& KoHpagaw, 2021), koTopble B A€ACTBUTENb-
HOCTW ABNAIOTCA OTPAC/ASIMU NepCoHanu3npo-
BaHHOM MeANLVHbI, @ UMEHHO:

1) genomic medicine —reHoMHas MeANLMHa;

2) genotype-based therapy — Tepanug, oc-
HOBaHHas Ha reHoTune;

3) individualized medicine, unu individual-
based therapy — uHanBMAyanusnpoBaHHas
MeaNLMHA;

4) information-based medicine — meanumn-
Ha, OCHOBaHHas Ha MHdopMaLK;

5) omics-based medicine — meanumHa, oc-
HOBaHHas Ha OMUKCHbIX TexHonorusax (pap-
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MakoreHomuke, dapmakonpoteomuke, dap-
MakomeTabos0MIKe);

6) pharmacogenomics/ pharmacogenetics/
pharmacoproteomics/ pharmacometabolo-
mics — ppamakoreHommKa, dapmakoreHeTH-
Ka, Gapmakonpoteommnka v dapmakomeTabo-
NIOMUKa;

7) precision medicine — npeumnsnoHHas (Tou-
Has) MeanLmHa;

8) rational drug selection — paunoHanbHbiit
BbIGOP 1EKAPCTB;

9) stratified medicine — cTpaTudnLMpoBaH-
Has MeanUmHa;

10) systems medicine —cucTemHas meamLmnHa.

MoXHO OTMeTWUTb 0cobble AOCTUXEHMS
nepcoHann3MpoBaHHON MeaMUMHBI MO Cie-
AYIOWMM HanpasaeHUsIM: B OHKOAOTUN, B NCK-
XMaTpUN W NEeYEHUN HEBPONOTUYECKMX pac-
CTPOIACTB, B NIEUEHMU CEPAEUHO-COCYANCTbIX

3abonesaHnin,  BonesHen  meTabonmsma,
AYTOMMMYHHbIX, AyTOBOCMANNTE/NbHBIX, UH-
GEKUMOHHbIX  3ab0neBaHNi,  3abonesaHuit

SHAOKPUHHOM cncTembl (CTapoaybos & Kypa-
KoBa, 2020) v B MepuHATONOrMM, PEnpoayK-
UMW WU IeUEHUN HaCNeACTBEHHbIX 6one3Hein
(Jdonrononos & PbikoB, 2022).

B To e Bpems HeKkoTOpble yUyeHble paccma-
TPMBAOT NEPCOHANM3MPOBAHHYID MeANLMHY
Kak MpeaAuvKTUBHYI MeAMUMHY, «npeacka-
3aHMe, OCHOBAHHOE Ha reHeTUM4yeckom fae-
TepMmuHM3me» (Mapktoc & Bopwcos, 2020),
ambo uepes noHatne 3MIM — npeankTyB-
Has, MNpeBeHTMBHAas W MepCcoHaNN3MpOBaH-
Has meauumHa (CyukoB u ap., 2017), nmbo
4[IM — nepcoHanM3MpoBaHHas, Mnpeanka-
TUBHAA, MAN NpefckasaTenbHas, NpeBeHTUB-
Has, KM npoduaakTnyeckas, napTmcMnaTuB-
Hagq, NnpeaycmaTpvBatoLLlas akTMBHOE yyactune
nauuneHTa (Pomarosckuid, 2020), AM6O xapak-
Tepu3yoT ee UCKTOUYNTENBHO Kak TpaHCAsUm-
OHHYt0 MeanuuHy (MupowHwuyeHko, MTuum-
Ha, & CumoHos, 2014).
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CumnTaeTcs, Yto yueHble pOCCUMIACKON LWKOAbI
npuaepxmnBaioTcs elle 6onee y3Koro onpe-
LeNeHns NepcoHaNM3npOBAHHON MeANLNHDI,
a MMEHHO Kak WHAMBMAYaNbHOW dapmakoTe-
panuun, Kotopas LOMKHA NPOBOANTLCS HA OC-
HOBaHWM 3HaHMS OCOBEHHOCTEN COCTOAHNS
FEHEeTNYECKON U YHKUMOHANBHOW CUCTEMbI
Kaxaoro nauveHta (Xutpos, 2016). OaHako,
Kak oTmeyaeTcsd B [locTtaHoBAeHUN [pe3nan-
yMma Poccrinckon akafemmmn Hayk OT 8 MIoHS
2021 1. N° 104 «Hay4Hble OCHOBbI MepcoHa-
IN3MPOBAHHON MeAWLMHbI — peasun n BO3-
MOXHOCTW»', COBpeMEHHasa KOHLenuusa nep-
COHaNN3MPOBAHHOM MeANLMHbI AABHO BbllWAa
32 paMKM TONbKO FEHOMUKM 1 MONEKYNSPHON
61ONorMKM 1 NpeanonaraeT WUPOKNE BOZMOX-
HOCTW OCYLLECTBAEHUS aApeCHOW npodunak-
TUKW, ANATHOCTUKM W ledeHuns 3a60oneBaHuii,
aTakXke NPOANEHUSA XM3HW KaXKA0T0 Ye0BEKA.

Takum  06pasom, MepcoHanus3MpoBaHHas
MeANUMHA  SBASETCS OTHOCUTENIbHO HOBbIM
HanpaBieHnem B MEANLIMHCKOW HayKe ¥ npak-
Tuke. CyLLeCTBYIOT ABE TOUKM 3peHNs Ha onpe-
LlefIeHne NepcoHaNn3MpPOBAHHON MEeLULMHDI:
y3Koe MOHUMaHWE, B COOTBETCTBUM C KOTOPbIM
OHa OTOX[ECTBASETCA C yXe pa3paboTaHHbIM
HanpaBneHnem (Hanpumep, C WHAMBKUAYaNb-
HOW dapmakoTepanuein), 1 LWNMPoOKoe NOHUMA-
HMe, B KOTOPOM MepCOHa/IM3NpOBaHHAA Me-
AVLMHA — 3TO 0BLWMIA NOAXOA B MEANLIMHCKON
npakTuKke, B KOTOPOM A/ NIeYeHns naumeHTa
NPUHMMAETCS BO BHUMaHMeE B MEPBYIO oUepesb
MHGOpMaLIMA O ero UHAWBUAYANbHbBIX 0CODEH-
HOCTSX. B jaHHOM paboTe Mcnonb3yercs Lin-
pOKOE MOHUMaHME MNepPCOHaNIN3NPOBAHHON
MeAMLMHBI, KOTOpOE MO3BONSET paCCMOTPETH
LleViCTBYIOLLEE MPABOBOE PeryanpoBaHme C no-
31MUNIA ¥ cneunduyeckoro npeameTa — Npago-
OTHOWEHMI B chepe NepcoHaM3npOBaAHHOM

MeanUnHbl, 1 €ro B3aMMocCBA3n C NHbIMW 3/1e-
MEHTaMN CUCTEMbI MpaBa.

lMpaBoBble OCHOBbI
NnepcoHaNN3UpPOBaAHHON MeAULUHbI

KoHctutyums Poccuiickoin @esepauni B Ya-
CTn 1 cTaTbn 41 B KQUECTBE OLHOIO U3 OCHOBHbIX
npaB 4Ye/oBeKka Ha3blBAET MPaBO Ha OXPaHy
3[0POBbS M MEANLMHCKYO MOMOLLLb.

B cBot ouepenb, B X04e OCYyLLECTBAEHNS
KOHCTUTYLMOHHOrO NpaBa Ha OXpaHy 340po-
BbSl, TO €CTb MPU MOAYYEHNUN MEANLUHCKON
nomMoun (M CBA3AHHbBIX C HER YCayr), Npwu nto-
60M MEeANLMHCKOM BO3AEACTBUN, OCYLIECT-
B/SEMOM B OTHOLWEHMM Tpax/iaH, peanu-
3ytoTcs npasa naumeHtoB (Jlutoska, 2005),
KOTOpble MpU  aHanM3e COOTBETCTBYHOLLMX
MEXAYHAPOAHbIX MPaBOBbIX AOKYMEHTOB YC-
JIOBHO MOXHO pa3feNinTb Ha ABE MOATPYMMbl
(Tonvkosa n ap., 2014):

— VHAMBUAYA/IbHbIE NPaBa NALMEHTOB, aHa-
JIOTWUHbIE TpaBam ¥ cBobogam uenoseka
VM rpaxjaHnHa (MpaBo Ha XW3Hb, Ha CBOBOAY
N JIMYHYHO HEMPUKOCHOBEHHOCTb, Ha 3anper
ANCKPUMUHAUMN 1 Ap.);

— coumanbHble Npaea, No CyTu SBaAsoWMecs
NPOM3BOLAHbBIMIK OT NpaB Yes0BeKa 1 rpaxaia-
HWHA, BO3HWKAKT HEMOCPEACTBEHHO B XOAe
nonyyYeHns MeanmumHckon nomoum (NpaBo
Ha BbIOOP Bpaua, Ha MHHOBALMOHHOE feve-
HUe, Ha CcobMoeHNe CTaHAapTOB KauecTBa
B 34paBOOXPaHEHMM, NPaBO Ha MNEpCOHaNN-
31MpOBAHHOE feyeHne U Ap.), ANg peanmsaunm
KOTOPbIX HEOBXOAMMbI COOTBETCTBYIOLLME TO-
CyAapCTBEHHblE MeponpuaTusg (coumnasnbHble,
3KOHOMMYeckne, aTnyeckne n ap.) (fonmkoea
nap., 2014).

COOTBETCTBEHHO, topUaMYeckas BO3MOX-
HOCTb MONYYEHUS MEANUMNHCKOM MOMOLLK

"Poccuiickas akagemna Hayk (2021). MoctaHosnenna Mpesnanyma PAH. Pexxum goctyna: https://www.ras.ru/presid-

ium/documents/directions.aspx?page=2
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B pamKax KOHLEMLLMN NepcoHann3npoBaHHOM
MeAVLMHbI SBASIETCS COLMANbHBIM MPaBOM Na-
UMEHTA, peasn3yembiM B paMKax KOHCTUTYLM-
OHHOrO NpaBa Ha OXpaHy 310pOBbS.
@efiepasibHblii 3aKOH 0T 21 Hosa6pa 2011 .
No 323-03 «O6 ocHOBax OXpaHbl 340pO-
Bbg rpaxfaaH B Poccuiickon degepaumm»,
NPUHSATLIA B pa3BUTUE KOHCTUTYLIMOHHbIX
NONOXEHWA O MpaBe Ha OXpaHy 340POBbS
Y MeLMLMHCKY MOMOLLb, HEe UCMOMb3yeT no-
HATVWE «MepCOHaNM3MpOBaHHAS MeAMLMHAY,
HO B CTaTbe 4 K YMC/Y OCHOBHbIX MPUHLMMOB
OXpaHbl 340POBbSi OTHOCWT MPUOPUTET MHTE-
pEecoB NalyeHTa Npy 0KasaHnm MeanLVHCKON
MOMOLLYM M NMpUopuTeT NPOdUaKTHKK B chepe
OXpaHbl 3,0pOBbS, KOTOPbIE HA MNEPBBbINA B3MNA,
KOPPECMOHAMPYIOT COAEPXKaHMI0 KOHLenuum
NepcoHann3npoBaHHon meanumHbl. OgHako
6yKBa/IbHOE TONKOBAHWE HOPMATUBHBIX MONO-
KEHWI, KOTOpble KOHKPETU3UPYHOT MPUHLLMAMbI
npuopuTeTa MHTEPECOB nalueHTa Mpu oKa-
3aHUM MeAMLIMHCKOWM MoMOLWM 1M npuoputeTa
npoounakTukm B chepe OxpaHbl 340pOBbS,
He Mo3BONSEeT MPUITK K BbIBOAY, UTO Maeun nep-
COHa/M3MPOBAHHOM MEeAWUMHBI MOXHO OTHE-
CTV K MPUHUMNAM NPaBOBOrO PeryanpoBaHus
B chepe oxpaHbl 340p0Bbs rpaxaaH. Cnenosa-
Te/bHO, Ha ypoBHE KOHCTUTYUMK 1 defepaib-
HbIX 3aKOHOB A€eTa/lbHOe peryn1mpoBaHue nep-
COHa/IM3MPOBAHHOW MeANLMHBI OTCYTCTBYET.
Ha ceronHs B Poccuiickon Depepaunm
K CTpaTernyeckmm v HOPMaTVBHbIM OCHOBaM
nepcoHaaM3MpoBaHHON MeAMLMHBI OTHOCSTCS:
1) Crpaternst Hay4HO-TEXHONOMMYECKOro  pas-
BuTMa Poccuiickoin Pepepauni, yTBepKAeHHas

Ykazom MpesngeHTa Poccuiickon Penepaunm
0T 1 aekabps 2016 1. No 642 «O Crpateruu Ha-
YYHO-TEXHONOMMYeCkoro pa3Butng Poccuinckoi
Penepaliyn»?, B KOTOPOi yKa3aHbl Te Harnpas-
NIeHWs, KOTOpble MO3BOAAT NONYYUTb HAYYHbIE
1 HayYHO-TEXHUYECKME pe3ynbTaThl 1 CO34aTb
TEXHONOTWW, SBASIOLLMECS OCHOBOW WMHHO-
BALMOHHOIO pasBWTUS BHYTPEHHErO pbIHKa
NPOAYKTOB W YCAyT, yCTOAYMBOTO MONOXKEHUS
Poccum Ha BHEWHeM pbiHKe, W obecnevart ne-
pexof, K NepcoHaM3MpOBaHHON MeauLMHE,
BbICOKOTEXHONOMMYHOMY  3PaBOOXPAHEHNIO
1 TEXHONIOTUSM 310pOBbecHepexeHus, B Tom
yncae 3a CYET paLMOHaNbHOTO NMPUMEHEeHWS
NeKapCTBEHHbIX MpenapaTtoB (npexje Bcero
aHTMbakTepuanbHbix). B 6auxaimne 10—
15 NeT 3T HanpaBAeHNS CYMTAKOTCH NpUopu-
TeTaMn Hay4YHO-TEXHONOMMYECKOro pas3BmUTus
Poccuiickonn Pepepauuu;

2) Yka3 lNpe3naeHTa Poccniickon Oeaepatinm
OT 6 MtoHg 2019 T. No 254 «O Crpaterum pa3putnsg
31paBooOXpaHeHns B Poccuiickoin Pepepaunm
Ha nepvoa no 2025 roga»’, rae paseutre nep-
COHANM3MPOBAHHOW MeANLIMHBI, OCHOBAHHOM
Ha COBPEMEHHbIX HAYYHbIX AOCTUXEHMSX, YKa-
3aHO B UnC/Ie NPUOPUTETHBIX HaNpaBAeHNi B pe-
LWEHWM OCHOBHBIX 3a/la4y pa3BWTUS 34paBOOXpa-
HeHws B Poccuiickoin Pepepalivn;

3) «Crpaterns paspuTung MeanUMHCKOR Ha-
ykn B Poccuiickon @epepaunvt Ha nepuos
[0 2025 rofa», yTBep)XAeHHad pacnopsaxeHu-
em [lpasutensctBa Poccuiickon Penepaunm
0T 28 Aekabps 2012 . No 2580-p*. B Ctpaterum
yKa3blBaeTcs, YTo MONekyaspHas meanumnHa
dopmupyeT 6asnc  NepcoHan3npoOBaHHON

20duumnanbHoe onybankoBaHue NpaBoBbix akTos (2016). Ykas Mpesunaenta Poccuiickorn Geaepaumn ot 01.12.2016 No
642 "0 CTpaTerum HayuHo-TeXHONOrMYeckoro passutus Poccniickoin @egepaumnn.” Pexum goctyna: http://publica-
tion.pravo.gov.ru/Document/View/0001201612010007?ysclid=j58hs mxii260245296

> OduupmansHoe ony6anKoBaHme NpaBoBbix akTos (2016). Ykas lMpesnaerTa Poccniickoin Peaepaunu o1 06.06.2019 No
254 "0 Crpateruu pa3suTys 3gpaBooxpaHerus B Poccuiickoin Pepepauunn Ha nepuog no 2025 roaa”. Pexum focTy-
na: http://publication.pravo.gov.ru/Document/View/0001201906070052?ysclid=1j58loer4v832404039
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MeANUMHbI, OCHOBAHHOW Ha MPOrHoCTUYe-
CKOM 1 npoduAakTUYeckoM MnpuHUMNAax,
YTO MO3BONSIET PACKPbITb MOTEHLMAbHbIE
W afanTaluMOHHblE BO3MOXHOCTM OpraHu3ma
yenoBeka M yBEANYUTb MPOAOIKUTENBHOCTb
€ro aKkTWBHOW >M3HWU. [lepcoHannsmpoBaH-
Hasg MeauuMHa yKasblBaeTCs B uucae npu-
OPUTETHBIX HanNpaBAeHW AN POCCUIACKOW
MEAMLMHCKON HayKW C Leablo MOBbILEHUS
KOHKYPEHTOCMOCOOHOCTN U MHBECTULMOH-
HOW NpuUBAEKATENBHOCTH;

4) «KoHuenuus NnpeanKTUBHOM, NpeBEHTNB-
HOWM 1 NEepCoHANM3UPOBAHHON MeANUMNHbI»,
yTBepxaeHHas [lpukaszom MwuHucTepcTsa
3npaBooxpaHeHns Poccuitckon Depepatinm
oT 24 anpena 2018 1. No 186°. Llenbto KoHuen-
UM gengetca obecneyeHre [AOCTYMHOCTY
NepcoHaNM3nPOBAHHON  MeAULMHCKOW  Mo-
MOLLM C LENbl0 AOCKMNTOMATUYECKOrO MpOo-
FHO3MPOBAHWA Pa3BUTWA 3ab0neBaHUl U KX
NpOPUNAKTUKK, MOBbILEHNS  3PPEKTUBHO-
CTV TPAAMUMOHHbBIX METOOB IEYEHNS MyTEM
nepcoHanmsaummn nx NpUMeHeHus, a Takxe
NPUMEHEHNS B MPaKTUYECKOM 3[4paBOOXpa-
HEeHUWM MHAMBUAYANbHO MPOU3BOAMMbIX Nep-
COHa/IM3MPOBAHHbIX MPOAYKTOB (MpenapaTos)
ang neyenus. Cpean MexaHW3MOB peanunsa-
uMmn KOHUENUWM ykasbiBaeTcs Ha HeobXxoaw-
MOCTb COBEpPLIEHCTBOBAHMNS HOPMaTVBHOIO
NpaBOBOrO PEryanpoBaHns AN NPUMEHEHNS
HOBbIX METOAOB MPOPUAAKTUKM, AMATHOCTU-
KW, NedeHuns v peabunntauum, Bkaodas npu-
MEHeHVe NepcoHan3nMpoBaHHbIX MPOLYKTOB
(6€3 KakMx-11M60 KOHKPETHbIX MPeaNOKEHNIA).

Ha  ypoBHE  KOHKPETHbIX  YyKa3aHWi
N0 NeYeHUI0 NALMEHTOB, OCHOBaHHbIX Ha Mae-
X NepCOHaNM3NPOBAHHON MeANLMHbI, MOX-

HO OTMETUTb, HanNpumep, KINHUYeCKne peKko-
MeHJauMM «Inunencus 1 3NunenTU4ecKunii
CTaTycC y B3pOC/bIX U AeTel» (yT8. MunucTep-
CTBOM 3apaBooxpaHeHns PP, 2022 1), KNNHK-
ueckne pekomeHaaumm «bpoHxmanbHasa acT-
Ma» (yTB. MUHWCTEPCTBOM 3,paBOOXPAHEHNS
P®, 2021 1) 06 onpeaeneHnn deHoTunmnye-
CKUX 0COBEHHOCTEN 32601eBaAHNA 1 AD.

Takum 06pa3om, HOpMaTWBHblE CABUIM
B CTOPOHY MepcoHanu3auum Ha OCHOBE CO-
BPEMEHHbIX TEXHONOTNIA UMEIT GparmeHTap-
HbI XapakTep W nexaTr NpenmyLlIeCTBeHHO
B aAMWHUCTPATMBHO-NPABOBOW MJOCKOCTY
(MucocTuwxos, 2020).

PomaHosckuin ['B. (2020) npennaraet cne-
LylolLme Mepbl N0 COBEPLIEHCTBOBAHMIO Npa-
BOBOW MOAWTWKM B Cdepe MnepcoHanunpo-
BaHHOM MeANLMHbI:

1) mMoAepHM3aumMs 3akoHOZaTeNbCTBa, Mo-
CBSLLEHHOIO FrEHOMHbIM TEXHONOTMSM;

2) V3MEHEHWe NOopsSAKOB M CTaHAAPTOBR OKa-
3aHMS MEAMUMHCKON MOMOLWM B YacTU BHe-
LpeHVs TEXHONOTNIA NepcoHanV3npoOBaHHOM
MeLNLMHbI;

3) noMnosHeHWe 3aKoHa 06 OxpaHe 340po-
Bbs CMeuuanbHbIMU NONOXKEHUSMY, KOTOpble
OnpeAensioT pexum pereHepaTvBHOM Meau-
LUVHbI M UCMOb30BaAHNE FEHETUYECKMX TEXHO-
NOTNIA NPY OKa3aHWMU MeLNUMHCKON MOMOLLM;

4) nnbepanuszaums 3akoHoAATENbCTBA O fle-
KapCTBEHHbIX CPEACTBaxX M O OGUOMeAUUUH-
CKMX KNETOYHbIX MPOAYKTaX, B YACTHOCTYW CO-
KpalleHne CpoKa KAMHWYECKMX WCMbITAHWNA,
CHWXEHWEe CTOMMOCTU 3KCNEePTU3bI, cokpalle-
HUe aAMUHUCTPATUBHbLIX GapbepoB, CBA3aH-
HbIX C perucTpaumen nepcoHMPULMPOBaH-
HbIX MELMUMHCKMX NPenapaTos;

* Crpaterns passutus meanumnHcKon Hayku 8 PO Ha nepuoa ao 2025 roaa. (2012, nekabpb 28). Poccuiickas rasera.
Pexxum poctyna: https://rg.ru/documents/2013/01/14/medicina-site-dok.html?ysclid=lj58moqgxq996465410

* Mpwkas MuHncTepcTBa 34paBooxpaHerns PO o1 24 anpens 2018 1. N 186 "0O6 yTBepx aeHnr KoHuenumm npeankTms-
HOW, NPEBEHTUBHOM 1 NEPCOHANM3MPOBAHHON MeanumnHbl”. https://frpm.ru/p4p.pdf?ysclid=lj58puwvst711424808
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5) onpeaenexvie NpaBoBOro pexmma yMHbIX
TEXHONOrWIM, MNO3BONSIOWMX  OCYLLECTBASTb
OMCTaHUMOHHOE — AMArHOCTMPOBaHME — Tex
WU ViHBIX 3260N1€BaHNIA;

6) BHECEHWE U3MEHEHWIM B 0bpasoBaTe/b-
Hble CcTaHaapTbl B 4acTM GOPMUPOBAHUA
creumanbHbIX HaBbIKOB MO 06ecrneueHmio Tpe-
60BaHNI NePCOHaNN3NPOBAHHON MeaNLMHbI
y BYAYLLMX MEANLMHCKMX paBOTHUKOB.

B KoHTekcTe cneumduyeckmx MetonoB
C YYeTOM HanpaBNeHWin TeCTUPOBAHWS, KOTO-
pble MCMOMb3YHOTCS B NEPCOHANN3VMPOBAHHOM
MeanumMHe (NpeaumnnaHTauMoHHOoe, NpeHa-
TasbHOE, HeoHaTa/lbHOE, neanaTpuyeckoe
¥ TepaneBTMYECKOE AN B3POCAOro Hacene-
HWS), NpeanaraloTcs cnegytouine npaBoBble
OCHOBBI VX BHeApeHWs: 1) BBeAeHMe npoue-
[ypbl YCKOPEHHOW perncTpaummn TecT-cucTem
Npu 0CobOW BaXHOCTW ANs 3[paBOOXpaHe-
HWS; 2) BBEAEHME MOHATUS perncTpauuu na-
6opaTopuii AN NPUMEHEHMNS ONpeaeneHHbIX
TECTOB Ha OCHOBe Haubonee MpoaBMHYTHIX
meToamK (Mynakos v ap., 2019).

Taknm 0bpa3om, BHeApeHWe 1 akKTUBHOE WG
NONb30BaHWE AOCTUXEHWA NEPCOHANN3MPOBAH-
HOW MeAULMHbBI TpebyeT npex/e BCero 3akoHo-
[.aTeNbHOro onpejeneHuns ee NpaBoBoro cTaryca
(kaKk BMAa MEAMULMHCKON MOMOLLM, TEXHONOMM
1 T.N.), BHECEHWS! 3MEHEHWIA B OTAENbHbIE HOP-
MaTUBHbIE MPaBOBblE aKTbl, peryampytoLime
acnexTbl U HanpaBieHns B MeAULMHE, KOTOpble
TeCHO CBSI3aHbl C MepCcoHaNV3MpOBaHHOW Me-
OVUVHOW, 1, HaKoHel, M3MeHeHWe CTaHAAPTOB
0Ka3aHWs1 MEANLMHCKOR MOMOWM U KAUHUYe-
CKMX pekoMeHAaLMi, NO3BONSIOWMX MEeANLH-
CKIM pabOoTHMKAM WCMONb30BATb METO/bI NepPCo-
HaV3MPOBAHHOM MeANLIMHBI.

OpraHu3auMOHHbIE OCHOBBI

NepcoHaN3MpPOBaHHON MeAULIMHbI
Mepexof Ha NepCoHaNN3NPOBAHHYI0 MeAM-

LIMHY BO3MOXEH B C/lyuae, ecin bynet usmexe-
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Ha KOHLEeNuUWs opraHusauuy 3apaBooxpaHe-
HWA, UTO NOTPEBYET HE TONbKO MOAEPHM3aLMM
NpaBoBOro obecrneyeHns, Ho 1 3HaUMTENbHO-
ro BAMBaHMA GpUHaHCOBbLIX cpeacTs (PomMaHOB-
ckui, 2016).

HamomMHMM, UTO B HacTosllee Bpems op-
raHusauUnsg oxpaHbl 340pOBb OCHOBbIBAETCS
Ha OYHKUMOHWPOBAHMM W Pa3BUTUM TOCY-
[NapCTBEHHOW, MYHULMNANbHOM W YaCTHOW
CUCTeM  3ApaBooOXpaHeHus. Ha  rocyaap-
CTBEHHOM YPOBHE CWUCTEMbl OpraHu3aLum
OXpaHbl 3[40POBbA GYHKLWOHMPYIOT OpraHbl
ny6AWYHOM BAACTM W NOABEAOMCTBEHHbIE
UM MeAMUMHCKWE opraHMsaumm u dapma-
LIeBTUYECKME OpraHu3auuy, opraHusaumnm
3[1paBOOXpaHeHNa No obecneyeHmnio Haa3opa
B cdhepe 3aluTbl NpaB notpebutenei un Hna-
ronosyumsa uenoBeka, CyaebHO-3KCMepTHbIE
YUpEXAeHUs, UHble OpraHn3aumMn 1 ux obo-
cobneHHble MOoApasAeNneHna, OCyLEeCTBASIO-
e AesTenbHOCTb B chepe oxpaHbl 340pOBbS,
Ha MYHWULWNANALHOM YPOBHE — OpraHbl MecT-
HOFO CaMOyMNpaBAEHNS W NOABEAOMCTBEHHbIE
MM MeaNLMHCKIE opraHu3aumnm n dapmades-
TUYECKWE OpraHM3aLnm, Ha YPOBHE YaCTHOM
CUCTEMbl — CO3/1aBaEMble  OPUANYECKIUMM
1 UBNYECKUMU TNLAMN MEAMLIMHCKME opra-
HM3aUMK, dbapmaleBTUUeckme opraHmsaumnm
1 MHble OpraHm3aLnm, OCyLEeCTBASOLLME Aes-
TENbHOCTb B Chepe OXpaHbl 340POBbS.

CunTaetcq, UTo, NOXanyn, eanHCTBEHHbIM
cnocobom obecrneyeHns kavectsa 1 6esonac-
HOCTW MEAWLMHCKON AeATENbHOCTU Ha BCEX
YPOBHAX OpraHM3almnn oxpaHbl 340pOBbS AB-
NSETCa CTaHaapTy3aLma — CTpOroe BbiMoiHe-
HUE MEANLMHCKMMI OPraHnu3aLuamMmu npasun
1 TpeboBaHUI HALMOHANbHBIX W MeXayHa-
POAHBIX CTAHAAPTOB, HampaBiEHHbIX Ha Mo-
BbllEHWE YPOBHA 6E30MaCcHOCTM U 340POBbS
rpafaH, NMoBbllEeHNE KOHKYPEHTOCTOCOBHO-
CTV OpraHm3aumnm 1 paunoHaNbHOMO MUCMONb-
30BaHua pecypcos (MBaHos, 2019).
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B cBoto ouyepeab, nepcoHann3vpoBaHHas
MeaunLMHa aBageTca abCcontloTHO NPOTUBOMO-
JIOXHBIM ~ CTaHAAPTM3aUMM  HanpaBAeHUEM
3npaBooxpaHeHus (PoccuHckmin n ap., 2017).
CnepoBatenbHO, Kak TakoBble OpraHu3alMoH-
Hble OCHOBbI MepCoHaNM3MPOBAHHON Meaun-
unHbl B Poccniickor @enepaumm B HacTosLlee
BPEMS OTCYTCTBYIOT U MOTYT 6bITb MOCTPOEHI
TONBKO C YUYETOM HayYHO OBOCHOBAHHBIX pe-
KOMEeHAALMM, peannsyembix B 0ByueHun 6y-
AYUINX MEANLMHCKUX PabOTHUKOB U B KIUHM-
YecKom NpakTUKe.

Hepnos V.M. (2019) cumTaert, 4to Ha nyTu ne-
pexoja K NepcoHaan3nMpoBaHHOM MeanLmnHe
yyeHble, Bpaun M OBLIECTBO B LENOM CTOAN-
KHYTCA CO CAeaytoLLMmu npobaemamu:

1) HeNb3a He yUnTbIBATb, UTO OpraHn3m ve-
7loBeKa NpeAcTaBaseT coboi CNOXHY 61o-
JIOTMYECKYI0 CUCTEMY, COCTOSILLYO U3 60/b-
WOro 4ncna B3aMMOCBA3AHHbIX 31EMEHTOB
C MHOTOYpPOBHEBOW peryngaumnein, nosTomy
B psje CyyaeB CAOXKHO UAEHTUOULMPOBATb
dakTopbl, NpUBOASLLME K pa3BUTUIO 3abofe-
BaHMUS;

2) Npv BHeAPEHWM MPUHLMMNOB MepcoHa-
V3NPOBAHHOW MEAMLMHLI B KJAUHUYECKYIO
NpaKkTUKy HeWs3BeXKHO BO3HMKAIOT BOMPOCH
3TWYECKOro, MPaBOBOrO W COLMANBHOTO Xa-
pakTepa (Xmenesckas & Ouepenbko, 2020).
B uacTHOCTW, ANS OKazaHWsg KayeCTBEHHOMN
MeANUMHCKOM MOMOLLM C MPUMEHEHWNEM CO-
BPEMEHHbIX BbICOKOTEXHONOMMUHbBIX METO/0B
TpebyeTca ajekBaTHas MOArOTOBKA K/MHW-
UWCTOB. HaBbikam WHTepnpeTaunn pesysb-
TaTOB CeKBEHMPOBaHMS, GOpMyANpoBaHUS
cTpaternii NpoGUNaKTUKK ¥ NPUMEHeHWS
NPUHUMMNOB papmMakoreHoMUKM Mpu HasHa-
YeHuM NekapcTBEHHbIX NpenapaTos NpeacTo-
UT 0BYUUTb HE TOMbKO Y3KMX CMeLnanncTos,
HO 1 Bpadel nepBUYHOro 3eeHa. Kpome Toro,
B CBSI3W C MOSIBJEHWEM AOMONHUTENbHBIX WC
CNefoBaHnii, HeobXOAMMOCTM MNpOBeaeHMs

MeJMNKO-TEHETUYECKOTO  KOHCYNbTMPOBAHMS
1 pa3paboTKu YHUKANLHOW NPOrpamMmbl Beje-
HMA KaXXAO0ro naupeHTa notpebyetca yBenn-
UeHue BpemMeHu, 0TBeeHHOro Ha obcnenosa-
HUE U NeYeHume.

K coxaneHuto, Ans MHOMMX 60/bHbIX AOCTYN
K HOBEMLIMM TeXHONOrmam byaeT orpaHuyeH
JKOHOMMUeckuMmn  Gapbepamu  (fepacrmos,
2012). Jaxe HecmoTpsd Ha ONTUMUCTUYHbIE
NMPOrHO3bl MO AaNbHENLLIEMY CHUXEHUIO CTO-
MMOCTU CEKBEHWPOBAHWS, MNEPCOHaNN3NPO-
BaHHaa MeauumMHa 6yaeT GUHAHCOBO Heao-
CTYMHa, Hanpumep, AN9 He3acTpaxOBaHHbIX
naumeHToB. Kpome TOro, Hy>XHO y4YuTbIBATb,
YTO npoBedeHne  GapmakoreHeTnyeckoro
TECTUPOBAHWA MO3BONAET CHU3UTL 0bLMe
3aTpartbl MMEHHO Ha YPOBHE CUCTEMbI 34pa-
BOOXPaHEHUS, HO HE Ha YPOBHE OTAE/bHOIo
6onbHoro (Brothers & Rothstein, 2015);

3) C nosBAEHMEM HOBbIX MeANLNHCKMX
TEXHONOIMIA 3aKOHOMEPHO YBEINYATCS BEPO-
ATHOCTb OLWMBKM U, COOTBETCTBEHHO, HaHece-
HUS Bpeaa 3[40pOBbIO MaUMeHTa, YTo MoB/e-
ueT 3a Co6OM Yrpo3y CyTsxHMUecTBa. pex e
BCero sTa npobnema 6yaeT MMeTb OTHOLLEHNE
K Neyallm Bpayam M B MEHblEeN CTeneHn —
K MPOW3BOAMNTENSIM TEHOMHbIX CEKBEHATOPOB,
bapmaueBTUYECKMM KOMNAHUAM U 4p.

Henos N.N. (2019) npennaraeT co3paHue
HayYHO-MCCNeN0BATENIbCKOTO  KOHCOPLMYMa
«[lepcoHann3nMpoBaHHas MmeauuMHa» C Ue-
JIbl0 NpOBEeAEHNS FEHOMHbIX 1 MOCTTEHOMHbIX
NCCNefoBaHMIA NPU MOMOLLK COBPEMEHHbIX
BbICOKOTEXHO/IOTMYHBIX METOAOB MONEKYNSP-
HOW BMONOTUW U MEAMLIMHBI U MOC/IEAYIOLLEND
BHEAPEHMS MONYUYEHHbBIX PE3y/NbTaTOB B K/U-
HUYECKYIO MpakTuKy. llepexod K nepcoHanu-
3MPOBAHHOMY 3[paBOOXPAHEHMIO OObABAEH
OLHVMM W3 MPUOPUTETOB CTPATErMUYECKoro
pa3sutng Poccuiickoin Pepepaunm Ha nepu-
o o 2030 rosa «Crpaterveint Hay4dHo-Tex-
Honormyeckoro passutus  P®». B cBa3m
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C 3TUM B pamkax peanmsalmm HalMoHaIbHO-
ro npoekta «Hayka» MUHUCTEPCTBOM HayKu
1 Bbiclero 06pasoBaHnsg OblIM MPOBEAEHDI
KOHKYPCbl Ha CO34aHWe FeHOMHbIX LEeHTPOB
B 2019 I. 1 HAYUHbIX LLEHTPOB MUPOBOIO YpPOB-
Ha (HLLMY) —B 2020 ., B pe3ynsrate KOTOpbIX
Kak MUHUMYM LIecTb nobeauTenein cocpeao-
TOUMAM CBOM WCCAEAOBaHMA M pa3paboTku
Ha TEXHONOTUAX NEepCOHANN3UPOBAHHON Me-
anunHel (bengkos n ap., 2020).

OnHUM 13 nobeauTenein KoHKypca cTan
HMMWL, nm. B. A. Anmazosa B KOHCOpUMYyME
C VIHCTUTYTOM 3KCNEpUMEHTANIbHOM MeanLLn-
Hbl. HLUMY «lleHTp nepcoHannsnpoBaHHOM
MeanUnHbl» (pyKoBOAMTENb akademuk PAH,
npodeccop E. B. LLngxTo) ctan yupeamtenem
nepgoro B Poccmn cneumannavpoBaHHOro
Hay4YHOro MeAMUMHCKOro XypHana no AaHHo-
My HanpaB/ieHMIO C HazBaHnemM «Poccnunckmni
KYpHa NepCoHaNN3NPOBAHHOM MEANLNHbI».

B 2021 r. Hauara peanmsaums npoekra
no co3aaHuto LleHTpa reHOMHOro CexkBeHw-
pPOBaHMS NPU YyYacTum KOMNaHuu «PocHedpTb»
Kak TexHonornyeckoro naptHepa Peaepanb-
HOW HAYYHO-TEXHMYECKOW MPOrpamMmbl pas-
BUTUS TEHETUYECKMX TEXHOMOTUI, B pamkax
KOTOPO MAaHMpyeTcs co3aaTb 6asy AaHHbIX
13 100 TbIC. TEHETUYECKMX NOCNEL0BATENbHO-
cTelt poccmaH (Hukonbckunia, 2021).

Ha nepBom 3Tane OCHOBHbIM pe3y/bTaTOM
CTaHeT co3faHue 6asbl AaHHbIX Ha 100 ThiC.
MOMHOTEHOMHbIX  MCCNeNOoBAHMI  NOCNea0Ba-
Te/IbHOCTEN POCCUSIH, PACMONOXEHHBIX Ha Cep-
Bepax, Haxoasauwmxcs B Poccun (AkceHoBa &
lopbatos, 2022). [ing 3Toro byaeT NpoBeaeHO
mactTabHoe A06poBOAbHOE MOMYNALMOHHOE
nccnenoBaHve. pyrum  HanpaeneHnem pa-
6OTbI LIEHTpa CTAHET aHan3 He meHee 30 ThiC.
06pasLoB NaLNEHTOB C KOHKPETHbIMM 3a60e-
BaAHWAMM, YTO MO3BOUT OMPEAEUTb FeHeTH-
yeckne mapkepsl, BIMSIOLWME Ha 340POBbE HO-
BOPOXAEHHbIX, AETEN, B3POC/bIX W MOXMbIX
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nofen. Bee uccnenosanns 6yayT npoBOANTb-
ca Ha [06poBOMbHOM OCHOBE. VHBECTMLMM
B co3aaHue LleHTpa reHOMHOro cekBeHMpoBa-
HWA Ha NepBOM 3Tare OLEHNBAOTCA B 06beme
22,5 Mnpa pyb.

Takum 06pa3om, AOCTUXEHWUA MepcoHamn-
31MPOBAHHOW MeANLMHBI B HacTosLLEe BpeMs
M3yYatoTCs U UCNONb3YHOTCA MpenMyLLecTBeH-
HO B roCyAapCTBEHHOW cuCTeMe 34paBooxXpa-
HEeHWA B HayUHbIX OpraHu3aLmsx.

MoaroToBka crneumansucTos B 06nacTy
NepcoHasM3MPOBAHHON  MeauUMHBl  Mpu-
BeJEeT CO BPEMEHEM K 3aMeHe CyLllecTByto-
e MOAenn B3aMMOOTHOWEHWI «ieyallnii
Bpay — NauMeHT» Ha MoJesb «Bpay-KOHCY/b-
TaHT — 3J0pOBbIA YenoBek» W obecneynT
nepexoa OT CUCTEMbl, OPWEHTUPOBAHHOM
Ha neveHne 3a601eBaHNs, K CUCTEME OXPaHbl
NHAMBUAYANbHOrO 3[10pPOBbSI C MCMONb30Ba-
HWEM Mporpamm Mo yrnpaBAeHuio COBCTBeH-
HbIM 310poBbeM (Konbinos 1 ap., 2017).

B o6pasoBanuu uaea nepcoHUPULUpO-
BaHHOM MEANLMHbI aKTUBHO pa3pabaTbiBaeTCs
Pa3HbIMM HAYYHbIMU LLIKONAMW B HAMNPaBAEHNM
«FEHOMHOW  MeAULMHb», «TeHeTUYeckoro na-
cnopTa», «hapmakoreHeTUKM 1 GapmakoreHo-
mukm» (Kykec & Coiues, 2009; /lazapes, 2016).

B KkAMHWYeckol npakTuke CerogHs oaHa
M3 KNHOUYEBbIX TOYek pocTa ANs BHeApeHUs
nepCcoHaNM3NpPOBaHHOM MeANLIMHbBI — 3TO Tak
Ha3blBaeMblii MEPCOHANM3MPOBaHHBIA check
up (amcnaHcepuszaums, WM  «TEXOCMOTP»)
C MCMONb30BAHMEM FEHETUUYECKMX TEXHONOT U
AN9 NpodUNAKTUKN OTAENbHBIX 32601€BaHNI
(Moxog, 2021).

HakoHeu, HeOBX0AMMO B AOCTYMNHON dop-
Me [OHEeCcTM A0 HaceneHus uHdopmaumto
0 MNpeuMyLLecTBax MepCcoHaNN3VpPOBaAHHOM
meanumHbl. Wang, Bowen, & Kardia (2005)
B paboTe, paccmaTpuBaloLLeit CTpaTernio pas-
BUTWA  OOLIECTBEHHOMO  3/PaBOOXPaAHEHNS
Ha OCHOBe pe3ynbTaToB FeHOMHbIX MCCaeno-
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BaHWI, BbIAENAIOT HanpaBieHus, Tpebytouime
M3yueHus 1 pasBUTHA B OOLLECTBEHHOM 3apa-
BOOXPAHEHWUW: a) MOHMMaHWe HaceneHnem
reHeTUYeckon nHdopmaumu; 6) MeponpusTns
N0 M3MEHEHMIO NOBEAEHNS B OTHOLWEHUN 340~
pOBbA M B) HaeXXHOCTb CICTEMbI ODLLECTBEH-
Horo 3apaBooxpaHeHuns. OTaenbHoi chepoit
NCCNefoBaHWii B 061aCcTU  CaHUTApHO-TIPO-
CBETUTENBCKOM paboThl AOMXKHA CTaTb paboTta
C CEMbEN, UCCNefoBaHMe TOro, Kak reHeTude-
CKOe TeCTVPOBaHWE BAUSET HA CEMENHbIE OTHO-
LWEeHNSs, NCUXONOTNYECKME PeakLuy Ha reHeTu-
yeckoe TeCTVPOBAHME B CEMEHOM KOHTEKCTE
1 cemMeriHoe BAWSHWE Ha PELIeHNS O 340POBbe
(BapneH, LLinpokoB & LLInpokosa, 2020).

OyeBWAHO, YTO B y>kKe GYHKLMOHUPYIOLLLYIO
OpraHu3aLmMio  OXpaHbl 340POBbS  CAOXHO
BCTPOMTb KaK CrheunanvsvpyroLlLmecs Ha nep-
COHaNN3MPOBAHHOW MeAMLIMHE OpraHu3aLmn,
Tak 1 OTAE/IbHbIX CMEeLNaIUCcToB B 3TON cdepe.
B cBS3K C uem BHeapeHWe LOCTUXeHWA nep-
COHANM3UPOBAHHON MeAMLMHbI JOMKHO ObITh
nocnefoBatefibHbIM (Mpex /e BCero Ha ypoBHe
Hay4YHbIX LIEHTPOB) M TOYEYHbIM (Hanpumep,
obecneveHne dyHKUMOHNPoBaHMs LleHTpa re-
HOMHOTIO CEKBEHNPOBAHNS).

C opraHu3auvoHHON TOYKM 3peHns cpeau
$aKTOpoB YCMELWHOro BHeApeHWs MepcoHa-
JIN3MPOBAHHOM MeaMUMHbI Ha3biBatoT: 1) 06y-
UeHne MeaMUMHCKUX PaboTHUKOB My6OKUM
3HAHWAM FeHETUKYM; 2) rocyAapCcTBEHHas MOf-
fepxKka M HOPMaTMBHbIA HajA30p; 3) CTpyk-
TYPUPOBaHWE CUCTEMbBI MELMLMHCKON AO0KY-

CMNCOKJINTEPATYPbI

MEHTaLMM Taknm 06pa3om, UTobbl MPUHUMATD
reHeTuyeckne AaHHble U WHTErpupoBaTh MX
C CyLWeCTBYIOULEN MEANLNHCKON KapTOW naum-
eHTa C LUEe/blo X UCMONb30BAHMS NMPU MPUHS-
K KAnHnYecknx peweHnii (CaBenbea, 2022).
HecomHeHHO, opraHu3aums nepcoHannsmn-
poBaHHON MeanumHbl B Poccuiickoin Penepa-
UMK TpebyeT MPUHATAS KOHKPETHbIX Mep, Ha-
npaBieHHbIX Ha BHEAPEHYE ee HayUHbIX OCHOB
B NPaKTUKy 0BYUeHNUS ByayLINX MEAVLMHCKMX
paboTHUKOB, 1eUYEHNS U NPODUNAKTUKM 3260-
nesanHun. K Takum mepam npexje BCero cie-
LlyeT OTHEeCTV CO34aHmne Cneumann3npoBaHHbIX
HayYHbIX OpraHu3aumuii, coBepleHCTBOBaHNE
06pasoBaTeibHbIX MPOrpaMm, 1CMoNb3oBaHue
BCEMM CyBbeKTaMM, KOTOPble BXOAAT B CUCTEMY
3paBOOXPaHeHNs, B CBOEW MNpakTuke AO0CTW-
XEHWIA NepcoHanM3NPOBaHHOM MeANLMHbI.

3ak/ioueHune

[lepcoHanun3npoBaHHas MeanunHa  SBAS-
eTca Hambonee MporpeccBHbBIM  MOAXOA0M
K Pa3BUTIO 34PABOOXPAHEHNS B COBPEMEHHbIX
ycnoBuax. B 1o xe Bpems 3ddeKTrBHOE BHe-
LpeHne [OCTVXEHWI NepcoHaN3vpoBaHHON
MeanLUMHbl B Poccuiickoin @eaepaumn Tpebyet
COBEPLUEHCTBOBAHWS NMPaBOBbIX OCHOB B YaCTy
onpefeneHns cTatyca NnepcoHanv3mpoBaHHON
MeMLUMHBI 1 [0NYCTUMOCTY WCMNONb30BaHUS
ee METOA0B B KJIMHWUYECKON NPaKTUKe, a TAkXKe
CO34aHUsS OpraHW3aLMOHHbIX OCHOB, Mpenyc
MaTpUBaIOLLMX KOPEHHOE U3MEHEHWE CUCTEMbI
OpraHu3aumnm 34paBooxXpaHeHus.
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Abstract

The European Union has achieved a significant milestone through the widespread
implementation of genomic and postgenomic technologies in diverse fields includ-
ing personalized and regenerative medicine, immunology, nutrition practices, sports
medicine, and the wellness industry. This article revolves around the practical ap-
plication of genomics and EU bioethics, with a specific emphasis on investigating
the cutting-edge legal methodologies referred to as Lex Genetica and Legal Biotech.
The European Union market for genomic research is presently experiencing signifi-
cant and swift expansion, coupled with ongoing progress and effective integration
of genetic technologies. Consequently, there exists a pressing necessity to strengthen
legal protections and guarantees, specifically concerning the privacy of human ge-
nomic information, within the domain of EU criminal legislation.

Within the framework of Horizon Europe, a funding program dedicated to research
and innovation, the European Union (EU) prioritizes three pillars, with one specifically
focused on tackling global challenges and augmenting the competitiveness of Euro-
pean industries. The “health” cluster within this pillar underscores the significance
of advancing healthcare technologies, reducing health hazards, protecting commu-
nities, and fostering the welfare of individuals. Genomic research harbors immense
possibilities in achieving these aims and has emerged as one of the most pioneering
and groundbreaking fields in recent years. This paper aims to complement prior pub-
lications by offering an updated analysis of selected topics since 2018.

The urgency of legal regulations for all the accompanying processes becomes evident
within the global roll-out of postgenomic technologies and the pan-European ten-
dency to move from fundamental exploratory research to the practical application
of omics technologies in the EU (the study of genome, proteome, and metabolome).
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Numerousjurisdictions in the EU provide for gene-related offenses, including cloning,
modifying the human germ line, and dispersing GMOs without appropriate authori-
zations. However, the specific offenses vary in the EU countries to a large degree.

Keywords: European legislation, genetic privacy, genomic research, bioethics, genetic big data, somatic
rights

To cite this article: Trikoz, E., & Gulyaeva, E. (2023). The protection of human genetic information
in the EU: ethical, constitutional and criminal law aspects. Lex Genetica, 2(1), 24—44.
https://doi.org/1017803/lexgen-2023-2-1-24-44

Received 03.06.2023
Revised 01.07.2023
Accepted 20.07.2023

3awmTta reHeTuueckon nHpopmaumm yenoseka B EC:
3TUYECKNe, KOHCTUTYLIMOHHbIE U YTrO/I0BHO-NPaBOBble aCNeKTbl
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AHHOTauusa

EBponeiickunii o3 AOCTUT 3HAYUTENBHBIX YCNEXOB B NEPCOHANN3MPOBAHHON W pere-
HepaTVUBHON MeAULMHE, UMMYHONOMMK, NPaKTUKaX NUTAHWS, CNOPTUBHOW MeANLVHE
Y VHOYCTPUM 3/10pOBbS 6raroaapst WPOKOMY BHEAPEHMIO TEHOMHbIX 1 NOCTTEHOMHbIX
TEXHOIOMMI B 3TUX 0671aCTIX. B 3TOM CTaThbe aHaNM3MPYeTCs NpakTUYeckoe NpuMeHe-
HUe reHomMuKkn 1 61noaTukn EC ¢ 0cobbiM YNOpOM Ha UCCNefoBaHNE NepefoBbIX opH-
NMUECKUX MeTOA0N0MiA, Takunx Kak Lex Genetica n Legal Biotech.

PbIHOK reHOMHbIX 1ccnenoBaHmii EC 6bIcTpo paclumpseTcs Hapsiay ¢ MOCTOSIHHbIM MPo-
rpeccom 1 3EKTUBHON MHTErpaLUven reHeTuyecknx TexHonoruii. CnegoBatensHo,
CYLLECTBYET OCTPas HEOHXOAMMOCTb YCUANTL NPABOBYIO 3aLLMTY 1 rapaHTuu B chepe
YrON0BHOTO 3aKkoHoaaTenbcTBa EC, 0COBEHHO B OTHOLIEHNM KOHOUAEHUMANBHOCTY Te-
HOMHO MHbOPMaLLMK Yenoseka.

AKTyaNbHOCTb NPaBOBOIO PEryAMPOBAHMS BCEX COMYTCTBYIOLLMX MPOLLECCOB CTana
OYEBMAHON B yCNOBUSX I0BANBHOTO BHEAPEHNS NOCTTEHOMHbIX TEXHONOMMIA U 0blLLe-
€BpONewickon TeHAeHUMM nepexoaa oT GyHAAMEHTANbHbIX MOVCKOBbIX MCCEA0BAHNIA
K MpaKTUYeckomy NpYMEHEHMIO «OMUK»-TexHoNornii B EC (T.e. u3yueHwve reHoma, npo-
Teoma 1 MeTabonunToB).
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Bo mHorux topucamkumsx EC npeaycmoTpeHbl NpecTynieHus, CBsi3aHHble C reHeTy-
UECKMMW TEXHONOTUSIMMU, BKtOUAS KNOHUPOBAHMWE, N3MEHEHNWE 32PO/bILLEBON AMNHNM
venoseka 1 pacrnpocTtpaHeHve MO 6e3 cooTBETCTBYHOLMX paspelieHnis. OaHako
KOHKpETHble NpaBoHapylleHns B cTpaHax EC B 3HaUnTEIbHOM CTENEHN pa3inyatoTcs.
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The new ethical dilemma of genomics
and biopolitics in the EU

Currently, the EU countries are imple-
menting projects aimed at collecting, re-
searching, storing, and transmitting human
genetic information with the subsequent
application of the acquired data in every-
day life. New technologies and develop-
ments in the field of the human genome
have been widely introduced in such areas
as medicine, pharmaceuticals, industrial
biotechnologies, agriculture, and forensics.
The development of omics sciences, e.g. ge-
nomics, has led to the accumulation of large
arrays of complex data (Big Data). This leads
to a closer interaction of legal protection
mechanisms with bioinformatics and bio-
statistics.

The application of genomic sequencing
technology in a number of contexts is con-
tinuing to grow: ranging from the detection
of crime to the identification of the causes
of disease. In this regard, there is increasing
interest around the use of CRISPR-Cas9 DNA
editing technologies, enabling precise cut-
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ting and pasting of DNA by specialized pro-
teins (Angers et al., 2018).

While genomic technologies and genetic
engineering are developing, EU countries are
looking for new ways and methods to ensure
the biosafety of both individuals and society
as a whole. The European community is be-
coming more aware of the need to effectively
protect constitutional and civil human rights
against the backdrop of scientific studies and
their subsequent application.

The legal regulation goes hand in hand
with the patenting procedure. For example,
the EU has approved the MammaPrint test
developed by the Agendia, Inc. (Nether-
lands). The test analyzes 70 genes associated
with breast cancer using the patient’s tumor
tissue and a DNA microarray. In this regard,
there is a need to develop uniform EU rules
on the registration, validation, and exam-
ination of the safety, quality, and efficiency
of such testing methods, as well as to evalu-
ate their potential risks. This raises the ethical
question of whether it is acceptable to allow
the patenting of genes in the EU. The prob-
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lem is that a scientific product is usually pat-
ented when it becomes a commodity.

In addition to the legal issues, genomic
studies deal with a number of social, ethical,
and moral conflicts. After all, the undeniable
advantages of such studies are often asso-
ciated with potential risks for human health,
society, and the environment. Nowadays,
the bioethical aspects and moral dilemmas
of genetic screening include: data privacy
protection or disclosure of information for
the sake of biosafety; personal choice or co-
ercion of citizens; voluntary or mandatory
screening; discrimination and stigmatization
based on genetic characteristics. Effective
ethical and legal ways need to be developed,
in order to resolve the problems arising from
the introduction of genetic data-based per-
sonalized medicine technologies into medi-
cal practices. The bioethical principle of jus-
tice together with the classical ‘do-no-harm’
principle also needs to be observed, since
knowing too much about a person’s genome
can be harmful (Furrow, Greaney, Johnson,
Jost, & Schwartz, 2013).

High-throughput genomic technologies
consisting of whole-exome and whole-
genome sequencing pose substantial chal-
lenges regarding clinical utility, interpreta-
tion of results, detection of variants of un-
known clinical significance, and incidental
findings, including a variety of ethical issues
(Burton, Cole, & Lucassen, 2012).

Notable genome-related achievements
and rapidly developing genetic engineer-
ing and genome editing technologies
have been a source of continued concern
to the international community (Kohn, Por-
teus, & Scharenberg, 2016). It should be not-

ed that the outstanding scientists in this field
have suspended their research work, in order
to appeal to government agencies and spe-
cialized ethics organizations with a request
to develop a set of legal, ethical, and techni-
cal standards for genomic studies in the EU
(Soini etal., 2006).

In 1991, the European Group on Ethics in Sci-
ence and New Technologies (EGE) was estab-
lished within the framework of the European
Commission. Its work is related to the issues
of human genome editing, the use of artificial
intelligence, and potential challenges to hu-
manity (Commission Decision (EU) 2021/156)".

In May 2021, the EGE submitted a docu-
ment (the Statement) entitled ‘Values for
the Future: the Role of Ethics in European
and Clobal Governance’ with the following
concepts: ‘design for values, ‘value-sensitive
design’, and ‘ethics by design’. These con-
cepts are mentioned in the context of policy
and regulation of ‘privacy by design’in data
protection and ‘transparency and fairness
by design’in Al governance. EGE experts be-
lieve that this approach needs to be an inte-
gral part of European education, production,
monitoring, and governance of innovation
and new technologies. ‘The Statement high-
lights the role of moral values and proposes
central and proactive involvement of ethics
in governance in Europe and the world. It
also brings to light the connections between
ethics and fundamental rights, democracy,
and the rule of law, concluding with a recom-
mendation for the EU to maximize opportu-
nities for public participation in policymak-
ing’ (European Commission, 2021). A very
important factor in the legal regulation
of the EU is the WHO instrument entitled

T EUR-Lex (2021). Commission Decision (EU) 2021/156 of 9 February 2021 renewing the mandate of the Europe-
an Group on Ethics in Science and New Technologies. Available at: Available at: https://eur-lex.europa.eu/eli/

dec/2021/156/0j
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‘Proposed International Guidelines on Ethical
Issues in Medical Genetics and Genetic Ser-
vices’ which covers ethical issues of medical
genetics (World Health Organization, 1997).
Taking into account the rapid progress
in genomic developments, this sphere of le-
gal regulation is subject to constant trans-
formations (Travieso, Ferraro, Trikoz, &
Gulyaeva, 2027). Thus, every year we see not
only new trends in human genome research
but also the expansion of legal regulation
boundaries. Therefore, there is a need for le-
gal research and the subsequent formation
of a special regulatory environment, i.e. ge-
nome law (Yastrebova & Gulyaeva, 2021).

EU constitutional law on genome
protection and genetic data privacy

The human rights theory is giving rise
to a new fourth and fifth generations
of human rights. The fourth generation
of human rights started to develop at the end
of the 20th century. According to Rudinskiy
(2006), a prominent researcher of the issue
of human rights and freedoms, these rights
are designed to protecta person from threats
associated with experiments in the field
of genetic inheritance, i.e. these are human
rights that are associated with cloning and
other biological discoveries. When people
violate divine, spiritual, and moral laws, as
well as human rights of the fourth and fifth
generations, such violations provoke univer-
sal crimes, although they are not fixed in na-
tional criminal legislation.

Some experts incorporate somatic rights,
genetic rights, the right to access personal
data, the right to be forgotten, the right not
to know and not to be informed, the right
to correct and clarify personal data, etc.
in the fourth-generation human rights.
The new achievements of the fourth indus-
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trial revolution in the field of medicine and
genetic engineering (e.g. ZFN, CRISPR, Anti-
sense, TALEN, etc) provide a lot of benefits
aimed at protecting human health. Howev-
er, questions arise concerning the personal
rights of each citizen, public health (Leenen,
Pinet, & Prims, 1986), and the principles
of humanity and genetic privacy (Clayton, Ev-
ans, Hazel, & Rothstein, 2019).

In this connection, SDG 3 ‘Good Health and
Well-Being’ is of most interest among the 17
UN Sustainable Development Goals (SDGs).
This Goal deals with ensuring healthy lives
and promoting well-being for all at all ages.
One of the 13 targets within SDGC 3 is ensuring
universal access to sexual and reproductive
health care services, including services for
family planning.

According to WHO definitions, genetics is
the study of heredity, functioning, and com-
position of the single gene, while genomics is
the study of all genes, their interrelationships
and functions, as well as related techniques
in order to identify their combined influence
on the growth and development of the or-
ganism.

According to the European Bioinformat-
ics Institute, ‘genomics is the study of whole
genomes of organisms and incorporates ele-
ments from genetics and it differs from “clas-
sical genetics” in that it considers an organism’s
full complement of hereditary material, rather
than one gene or one gene product ata time’

In the EU, the fundamental right to preserve
human lifeand healthis interpreted as the right
which includes legal protection of the genome
(a set of all genes) of the person and the ge-
nome of his/her successors, in order to preserve
the genetic health of the person and his/her de-
scendants (Trikoz & Gulyaeva, 2018).

Moreover, the European Commission in-
terprets the concept of ‘genetic testing’ quite
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broadly. Genetic testing is understood as any
test that yields genetic data or, in general, ge-
netic information about heritable characteris-
tics of individuals obtained by analysis of nu-
cleic acids or any other material (McNally et al,,
2004).

In March 2012, an interdisciplinary workshop
was held, involving representatives of both
professional societies: the European Society
of Human Genetics and European Society
of Human Reproduction and Embryology.
The workshop also included experts from
the European Union Eurogentest Coordi-
nation Action Project, to discuss develop-
ments at the interface between clinical ge-
neticsand assisted reproductive technology.

Framework for the human genome
protection in the Council of Europe
documents and the soft law

The Council of Europe Convention for
the Protection of Human Rights and Dig-
nity of the Human Being with regard
to the Application of Biology and Medi-
cine: Convention on Human Rights and
Biomedicine (ETS No. 164) was adopt-
ed by the participating States in Oviedo
(Spain) on 4 April 1996, and came into force
on 1 December 1999 (Council, 1997). Pur-
suant to this Convention, it is important
to obtain and secure the person’s consent
for medical intervention and donorship as
well as transplantation of human cells, tis-
sues, organs, genetic studies of the brain,
and the use of information technologies
in this area, including in the processing
of Big Data.

This Convention is the only international
legally binding instrument on the protec-
tion of human rights in the biomedical and
genomicfield. Itisaimed atensuring respect
for human rights in the context of the tech-

nological revolution and securing the rights
of patients by creating their updated code.

Today, only 17 EU Member States have ful-
ly ratified this Convention (Greece, Slovenia,
and Slovakia in 1998, Spain and Denmark
in 1999, Portugal, Romania, and the Czech
Republic in 2001, Hungary, Cyprus, Lithua-
nia, and Estonia in 2002, Bulgaria and Cro-
atia in 2003, Finland in 2009, Latvia in 2010,
and France in 2011). However, 5 Member
States have not signed it (Austria, Belgium,
Germany, Ireland, and Malta); and 5 States
have signed but not ratified it (Italy, Luxem-
bourg, the Netherlands, and Sweden in 1997,
Poland in1999).

The most innovative legal regulation
of the human genome at the time when
the Convention was adopted was enshrined
in Chapter IV ‘Human genome’ (Articles 11-
14). It deals specifically with daily medical
practice, biomedical research, genetics, and
transplantation of organs and tissues. Thus,
Article 13 of the Convention ‘Interventions
on the human genome’ addresses issues
about genetic enhancement or germline ge-
netic engineering by limiting the purposes
of any intervention on the human genome,
including research, prevention, diagnosis, or
therapy. It prohibits any intervention aimed
atintroducing a modification in the genome
of any descendants. This article was also
guided by the greater possibility to inter-
vene on and control genetic characteristics
of human beings, raising concern about
possible misuse and abuses.

In addition, the Committee of Ministers
of the Council of Europe approved four
Additional Protocols on specific subjects:
on the Prohibition of Cloning Human Beings
(CETS — No. 168) 1998, concerning Trans-
plantation of Organs and Tissues of Human
Origin (CETS — No. 186) 2002, concerning
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Biomedical Research (CETS — No. 195) 2005,
concerning Genetic Testing for Health Pur-
poses (CETS — No. 203) 2008, the most in-
novative of which is about genetic testing.
It was enforced quite recently (on July 1,
2018). The Protocol sets out principles relat-
ing to the quality of genetic services, prior
information and consent, genetic coun-
seling, and genetic screening. For the first
time at the international level, this Protocol
deals with directly accessible genetic tests,
covering the protection of private life and
the right to information collected through
genetic testing. However, of all the EU
Member States only Portugal, Slovenia, and
the Czech Republic have ratified it.

In the light of the principles laid down
in the Oviedo Convention (Committee on Bio-
ethics, 2015), the Committee on Bioethics
of the Council of Europe (DH-BIO) has agreed,
as part of its mandate, to examine the ethical
and legal challenges raised by these emerg-
ing genome editing technologies.

In accordance with its ‘Statement
on genome editing technologies’ adopted
in December 2015 and its Strategic Action
Plan on Human Rights and Technologies
in Biomedicine (2020-2025), the Com-
mittee on Bioethics examined Article 13
of the Oviedo Convention in the light of de-
velopments in human genome editing. Tak-
ing into account the technical and scien-
tific aspects of these developments, as
well as the ethical issues they raise, it
concluded that the conditions were not
met for a modification of the provisions
of Article 13. However, the Committee
agreed on the need to provide clarifica-
tions, in particular on the terms such as
‘preventive, diagnostic and therapeutic’ and
to avoid misinterpretation of the applicabili-
ty of this provision to research.
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However, data derived from genetic
sources should not be used in ways which
disadvantage or discriminate unfairly
against individuals, families, or groups
in either clinical or non-clinical contexts, in-
cluding employment, insurance, and access
to social integration and opportunities for
general well-being (European Commission,
2009).

Instruments adopted by the Committee
of Ministers of the Council of Europe, but not
legally binding for the EU countries, include
the Recommendation on xenotransplan-
tation, the Recommendation concerning
the protection of human rights and dignity
of persons with a mental disorder, the Rec
ommendation on research on biological
materials of human origin, and the Recom-
mendation on genetic testing and screening
for health care purposes.

In the EU, the doctrinal regulation
of the genetic information flow is governed
either by the various instruments adopted
by the UN agencies (WHO, UNESCO, etc.) or
by professional healthcare and bioethics or-
ganizations (the World Medical Association,
the Council for International Organizations
of Medical Sciences, the European Group
on Ethics in Science and New Technologies,
the European Bioinformatics Community,
the European Bioinformatics Institute (EM-
BL-EBI), the European Society of Human
Genetics, the European Society of Human
Reproduction and Embryology, etc.).

At the national level, there are different
depths of regulation relevant to genetics
in certain jurisdictions of the EU Mem-
ber States. Although Switzerland is not
amember of the EU, the Swiss approach has
the most comprehensive coverage of issues
related to genetics and embryonic research
(e.g. The Swiss Federal Act on Research



Elena N. Trikoz, Elena E. Gulyaeva

The Protection of Human Genetic Information in the EU: Ethical, Constitutional and Criminal Law Aspects

Involving  Embryonic Stem Cells (2003)%
The Federal Act on Human Cenetic Testing
(2004% The Federal Act on Research Involving
Human Beings (2011)%). The Federal Constitu-
tion of the Swiss Confederation (1999)° has
three Articles devoted to reproductive med-
icine and human genetic engineering (Ar-
ticles 119, 119-A, and 120) (Zakharova, 2019).
The Constitution states that all forms of clon-
ing and interference with the genetic materi-
al of human reproductive cells and embryos
are unlawful. Non-human reproductive and
genetic material may neither be introduced
into nor combined with human reproduc
tive material. The procedures for medically
assisted reproduction cannot be used exclu-
sively, in order to conceive a child with specif-
ic characteristics or for further research. No
more human egg cells may be developed into
embryos outside a woman’s body other than
required for medically assisted reproduc
tion. The genetic material of a person may
be analyzed, registered, or made public, only
with the consent of the person concerned or
if the law so provides. At the same time, ev-
ery person shall have access to data relating
to their ancestry (Article 119 (2) a—g).

The Swiss Federal Human Research Act
(201M°¢ contains basic legal definitions:
1) ‘health-related personal data’ which means
information concerning the health or disease

of a specific or identifiable person, including
genetic data; 2) ‘genetic data’ described as
information on a person’s genes, obtained
by genetic testing; 3) ‘anonymized biologi-
cal material and anonymized health-related
data’ summarized as biological material and
health-related data which cannot (without
disproportionate effort) be traced to a spe-
cific person. Further use may be made of bio-
logical material and geneticdata in uncoded
form for a research project, if informed con-
sent has been given by the person concerned,
or by the legal representative or next of kin.
Biological material and genetic data may
be anonymized for research purposes, if
the person concerned or the legal represen-
tative or next of kin has been informed in ad-
vance and has not dissented to anonymiza-
tion (Article 32).

Six European countries have adopted be-
spoke genetic research laws which engage
deeply with the issues of embryo research
and genetictesting, prohibitions on germ-line
alterations (Portugal, Hungary, Estonia, Lat-
via, Lithuania, and Norway) (Trikoz, Mustafi-
na-Bredihina, & Gulyaeva, 2021). Amendment
to the Constitution of the Portuguese Re-
public in 1997 mandated regulation of access
to medically assisted procreation techniques

‘in such a way as to safeguard the dignity

of the human person’ (para. 2(e) Article 67).

z Swiss Confederation (2003). Federal Act on Research Involving Embryonic Stem Cells (Stem Cell Research Act,
StRA) of 19 December 2003 (Status as of 1July 2023). Available at: https://www.fedlex.admin.ch/eli/cc/2005/104/en
*Swiss Confederation (2004). Federal Act on Human Genetic Testing (HGTA) of 8 October 2004 (Status as of 1Janu-

ary 2014). Available at: https://www.fedlex.admin.ch/eli/cc/2007/131/en

“Swiss Confederation (2011) Federal Act on Research involving Human Beings (Human Research Act, HRA) of 30
September 2011 (Status as of 1January 2014). Available at: https://fedlex.data.admin.ch/filestore/fedlex.data.ad-
min.ch/eli/cc/2013/617/20140101/en/pdf-a/fedlex-data-ad-min-ch-eli-cc-2013-617-20140101-en-pdf-a.pdf

° Swiss Confederation (1999). Federal Constitution of the Swiss Confederation of 18 April 1999 (Status as of 13 Febru-
ary 2022). Available at: https://www.fedlex.admin.ch/eli/cc/1999/404/en

¢Swiss Confederation (2011). Federal Act on Research involving Human Beings (Human Research Act, HRA) of 30
September 2011 (Status as of 1 September 2023). Available at: https://www.fedlex.admin.ch/eli/cc/2013/617/en
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Another six EU countries have only a few
legislative instruments relating to genetics
and they focus mainly on the environment
and GMOs (Greece, Bulgaria, Ireland, Poland,
Slovakia, and the Czech Republic) (Trikoz &
Gulyaeva, 20271).

Genetic responsibility and confidentiality
of genomicdatain the EU

In the context of the fourth technological
revolution, the importance of personal data
protection in the field of human genome
research in the regional and national juris-
dictions of the EU Member States as well as
in the European cyberspace (Danelyan &
Gulyaeva, 2020) needs to be addressed.

Biological and medical research, together
with developments in the field of biotech-
nologies, has led to impressive achievements
in health care. However, these achievements
have given rise to ethical issues which affect
the protection of human rights and digni-
ty in the field of genetics, transplantation
of human organs, tissues, and embryos. This
is also true for the creation of national and
personalized biobanks, the use of modern
technologies for building health databases,
etc. This calls not only for positive legal reg-
ulation but also for public discussions of so-
called ‘genetic responsibility’.

The moral concept of ‘genetic responsibili-
ty’ (GR) is relatively new in the EU. It has been
associated with a gradual responsibilization
in health care (Leefmann, Schaper, & Schick-
tanz, 2017). The concept was formed within
the discussion on genetic testing in the 1970s.
The term ‘genetic responsibility’ was intro-
duced by M. Lipkin and R. T. Rowley in favor
of reproductive and positive eugenic con-
siderations from a collective responsibility
point of view, and to act responsibly’ towards
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the next generations by avoiding the inheri-
tance of diseases (Lipkin & Rowley, 1974).

The phenomenon of ‘responsibility’ has
a broad range of conceptual and historical
meanings in bioethics (Schicktanz & Schweda,
2012). In the 2000s, the concept of ‘genetic re-
sponsibility’ was closely linked to the concept
of the biopolitical impact and ‘genetic thought
style’ on conceptualizations of the self and its
relation toward the sociopolitical realm (Lem-
ke, 2006; Denisenko & Trikoz, 2020).

International instruments and current
European regulations recognize that every
person has the right to medical and genetic
information about himself/herself, as well as
the right not to know it. However, the med-
ical professional community, employers,
and ordinary people do not always agree
on the issue of genetic responsibility.

Not so long ago, a comparative study was
conducted among German and Israeli res-
idents with the goal of studying their moral
attitude to the issues of genetic responsibil-
ity. Three main aspects of this responsibility
were considered, namely: 1) self-responsi-
bility, 2) responsibility for kin, and 3) the re-
sponsibility of society towards its members.
The ethnic and cultural differences in the re-
sponses of German and Israeli respondents
showed serious discrepancies. A moral con-
flict was revealed between the right to con-
fidentiality and the moral duty to inform
relatives of genetic information (responsibil-
ity for kin). Also, there were disagreements
on the more personal issue of the right not
to know genetic information about oneself
combined with the duty to know and make
a responsible decision (self-responsibility).
As a result, the study showed that the moral
assessments of Israelis were more focused
on public interests. German residents were
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mostly concerned about individual rights
and interests (Raz & Schicktanz, 2009).

In the European Union, general medical
and genetic data is considered personal
and confidential. This status was legally
defined in the Regulation of the European
Parliament and of the Council of 27 April
2016 on the protection of natural persons
with regard to the processing of person-
al data and on the free movement of such
data. The same meaning of genetic data is
stated in the UN instruments. In particular,
the WHO defines it as confidential personal
information of a special socio-psychological
and medical nature, important not only for
the patient himself/herself but also fora wide
range of his/her relatives (Wertz, Fletcher, &
Berg, 2003).

According to the Guidelines for Quali-
ty Assurance in Molecular Genetic Test-
ing of the OECD (2007), preimplantation
genetic diagnosis and genetic screening
should be reported by accredited labora-
tories or equivalent accreditation schemes
to the International Standards Organization
(1ISO 15189, 2012)".

At the level of the Council of Europe,
the relevant provisions of Article 8 of the Con-
vention for the Protection of Human Rights
and Fundamental Freedoms are interpret-
ed by the European Court of Human Rights.
The Court has repeatedly acknowledged that
the protection of personal data, including
medical and genetic information, is crucial
to the implementation of the right to re-
spect for private and family life. The require-
ment to respect the confidentiality of health

data is a fundamental principle in all legal
systems of the Parties to the Convention. It
has also been observed that the disclosure
of medical data can seriously affect a per-
son’s personal and family life, as well as his/
her social position and reputation at work,
exposing a person to the risk of ostracism
(Trikoz & Gulyaeva, 2018).

The Council of Europe has established
stricter rules for the processing of personal
information related to human genes. In par-
ticular, the issue is covered in the Convention
for the Protection of Individuals with regard
to Automatic Processing of Personal Data
of January 28,1981%. The Convention contains
requirements for the principles of propor-
tionality, transparency, minimization, and
legality of the collection, processing, and
storage of personal data, as well as privacy
by design and data protection during data
processing, among other things for reasons
of national security. Exceptions and restric-
tions are possible in accordance with the pro-
visions of the Convention under independent
control and supervision. This instrument also
introduces a new category of sensitive data.
This is genetic data, biometric data, and data
on the ethnic origin of a person. Under Con-
vention Article 7 ‘Data security, appropriate
security measures shall be taken for the pro-
tection of personal data stored in automated
data files against accidental or unauthorized
destruction or accidental loss, as well as
against unauthorized access, alteration, or
dissemination. In addition, the Convention
introduces the obligation for personal data
operators to notify the authorized superviso-

7 International Organization for Standardization (2022). I1SO 15189:2022. Medical laboratories — Requirements for
quality and competence. Available at: https://www.iso.org/standard/76677.html

& Council of Europe (1981). Convention for the Protection of Individuals with regard to Automatic Processing of Per-

sonal Data. Available at: https://rm.coe.int/1680078b37
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ry authority aboutdata leaks, and establishes
clear legal procedures for cross-border data
flows, as well as the obligation for authorities
toreport data violations.

Through the Amendments (ETS No. 108)
approved by the Committee of Ministers
in Strasbourg on June 15, 1999, the Conven-
tion was updated to meet the challenges
of the new time and ensure more effective
protection of new human rights (FRA and
Council of Europe, 2018).

The Protocol to the Convention provides
a reliable, flexible, and multilateral legal
framework to facilitate cross-border data
flow with effective personal data guarantees.
The document serves as a ‘bridge’ between
various legal systems in the world, including
the new legislation of the European Union.

The EU also has to comply with Regu-
lation 2016/679 of the European Parlia-
ment and of the Council of 27 April 2016
on the protection of natural persons with
regard to the processing of personal data
and on the free movement of such data,
and repealing Directive 95/46/EC (General
Data Protection Regulation). Under Article
4 of the Regulation, ‘processing’ means any
operation or set of operations performed
on personal data or on sets of personal data,
whether or not by automated means, such
as collection, recording, organization, struc
turing, storage, adaptation or alteration, re-
trieval, consultation, use, disclosure by trans-
mission, dissemination or otherwise making

available, alignment or combination, restric-
tion, erasure or destruction.

Previously enforced Directive 2006/24/EC°
of the European Parliament and of the Coun-
cil of 15 March 2006 on the retention of data
generated or processed in connection with
the provision of publicly available electronic
communications services or of public com-
munications networks (Data Retention Di-
rective) has been revoked. On 8 April 2014,
the Court of Justice of the European Union
in its Judgments C-293/12 and C-594/12 de-
clared the Directive invalid, since its provi-
sions contradicted the important principle
of European law, proclaiming proportional-
ity of limits on the exercise of fundamental
rights (Dupan et al., 2016).

The EU pays special attention to the legal
regulation of metadata processing as a tool
for classifying, organizing, and characteriz-
ing data or content (so-called ‘data about
data’) (Nadkarni, 2011). This includes traf-
fic data, and location-based data, etc. Ac-
cording to interstate standard DIN ISO/IEC
17788-2014'°, ‘data about data’ is classified
as ‘cloud service derived data’ managed by
a cloud computing service provider and re-
ceived by the consumer of the cloud com-
puting service through interaction with
the cloud computing service. Cloud service
derived data includes an event log with
the information about who used the service,
at what time, what functions and data types
were involved, etc. There is also information

® EUR-Lex (2006). Commission Directive 2006/17/EC of 8 February 2006 implementing Directive 2004/23/EC
of the European Parliament and of the Council as regards certain technical requirements for the donation, pro-
curement and testing of human tissues and cells. Available at: https://eur-lex.europa.eu/eli/dir/2006/17/2012-12-17
o European Standards (2016). DIN ISO/IEC 17788-2014. Information technology — Cloud computing — Overview and
vocabulary. Available at: https://www.en-standard.eu/din-iso-iec17788-information-technology-cloud-comput-

ing-overview-and-vocabulary-iso-iec-17788-2014/
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about the number of authorized users and
their IDs.

When assessing the appropriate protec
tion of personal data of third countries with-
in the European Union Regulation 2016/679,
the assessors take into account the country’s
participation in the Convention for the Protec
tion of Individuals with regard to Automatic
Processing of Personal Data, as well as partic
ipation in multilateral or regional systems for
the protection of personaldataand compliance
with international obligations. The informa-
tion comes from paragraph 105 of the General
Data Protection Regulation (GDPR) Preamble.

Under Articles 28 (3) and 28 (9) of the CDPR,
a contract for the use of a cloud computing
service (concluded in writing or electronical-
ly) must set out the subject-matter and du-
ration of the processing, the nature and pur-
pose of the processing, the type of personal
data and categories of data subjects and
the obligations and rights of the controller
in order to ensure data protection.

Chapter V entitled ‘Transfer of personal
data to third countries or international orga-
nizations’ of the GDPR defines the procedure
for cross-border transfer of personal data
outside the European Union. For example,
under Article 45 of the GDPR, cross-bor-
der transfer may take place in cases where
the Commission has decided that the third
country, a territory, or one or more specified
sectors within that third country, or the inter-
national organization in question ensures an

adequate level of protection. Moreover, such
a transfer does not require any specific au-
thorization.

Other directives of the European Union
include: the EU Directive 98/79/EC33"
oninvitro diagnostic medical devices, the EU
Tissue and Cells Directive 2004/23/EC"?, and
the supplementing technical EU Directives
2006/17/EC and 2006/86/EC, which have led
to new safety and quality standards for clin-
ical and laboratory procedures performed
within in vitro fertilization. Most European
countries already transposed them into their
respective national legislations about testing,
processing, storage, distribution, and im-
port/export of reproductive cells and tissues
(Harper et al, 2014). Certain national gene
technology acts in EU-countries are based
on EU Directive 2001/18/EC on the deliber-
ate release into the environment of geneti-
cally modified organisms and on Directive
2009/41/EC on the contained use of geneti-
cally modified micro-organisms (the former
Directive 90/219/EEC).

A number of EU jurisdictions provide for
specific DNA databases used in criminal
justice systems. These are usually designed
to store DNA profiles for the identification
of suspects and convicts in criminal inves-
tigations and proceedings. For example,
the Portuguese Law on the DNA Profile Da-
tabase — Civil and Criminal Identification
(2008) establishes a DNA profile database for
both criminal and civil litigation (Angers et al.,

TEUR-Lex (1998). Directive 98/79/EC of the European Parliamentand of the Council of 27 October1998 on invitro diag-
nostic medical devices. Available at: https://eur-lex.europa.eu/legal-content/EN/ALL/?uri=CELEX%3A31998L.0079

2 Directive 2004/23/EC of the European Parliament and of the Council of 31 March 2004 on setting standards
of quality and safety for the donation, procurement, testing, processing, preservation, storage and distribution
of human tissues and cells. Available at: https://eur-lex.europa.eu/legal-content/en/TXT/HTML/?uri=CELEX-
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2018). In Spain, the Law on Assisted Human Re-
production Techniques (2006)" and the Law
on Biomedical Research (2007)" set out that
the donation of gametes and pre-embryos for
the purposes authorized by this act is non-re-
munerative, formal, confidential, and with
mutual agreement between the donor and
the authorized center. The donation has to be
anonymous, and gamete banks must guaran-
tee the confident donor's identity. Individuals
born as a result of assisted reproduction have
the right to obtain general information about
donors, but not their identities.

Criminal responsibility in cases concerning
the protection of geneticdata and
genomic manipulation in the EU

The European Union and individual Mem-
ber States are currently introducing criminal
law regulations for the protection of person-
al genetic data from illegal use or forgery,
from making changes to the human genome,
modifying the progeny genome (the germ
line), or the use of potentially harmful so-
matic gene therapies, in particular, through
the use of CRISPR technologies.

Member States are required to refer
to the Oviedo Convention, the Convention
for the Protection of Individuals with regard
to Automatic Processing of Personal Data,
the MEDICRIME Convention, and the Con-
vention on Cybercrime. In addition, the Euro-
pean Charter of Patients’ Rights (ECPR) rep-
resents the basic rights of patients in the field
of health care.

In many jurisdictions of the EU countries,
violation of a prohibition on the genetic
modification of the human germ line can en-
tail prosecution. Some States do not prohibit
such gene changes but they are limited only
for prevention, diagnosis, or treatment pro-
vided that the goal of this genetic modifica-
tion is not to change the human germ line.
The criminal law prohibitions extant in cer-
tain jurisdictions of the European Union
should be considered in this context.

In Germany, the section 5 of the Embryo
Protection Act (1990) strictly prohibits
the alteration of the human germ line any
breaches of the provision are punishable
by a custodial sentence of up to 5 years.
Anyone who attempts to fertilize a human
egg cell artificially with a sperm cell select-
ed for the sex chromosome contained in it,
will be punished with up to one years’ im-
prisonment or a fine. This does not apply
when the selection of a sperm cell is made
by a doctor, in order to preserve the child
from falling ill with Duchenne-type mus-
cular dystrophy or a similarly severe sex-
linked genetic illness (sec. 3). Anyone who
causes a human embryo artificially to de-
velop with the same genetic information
as another embryo, fetus, human being, or
deceased person, or likewise anyone trans-
fers into a woman such embryo, or any at-
tempt to undertake cloning will be punished
with a custodial sentence of up to five years
or a fine (sec. 6) (Bundestag, 1990). The Ger-
man Code of Criminal Procedure (1987)" lim-

" Ley 14/2006, de 26 de mayo, sobre técnicas de reproduccién humana asistida [Law No. 14/2006 of May 26 ‘On
Assisted Human Reproduction Techniques’]. (2006). Revista de derechoy genoma humano = Law and the human
genome review, (24), 221-249. Available at: https://pubmed.ncbi.nlm.nih.gov/17124978/

Juan Carlos I, King of Spain (2007). Law 14/2007, of 3 July, on Biomedical Research. Available at: https://www.is-
ciiies/QueHacemos/Financiacion/solicitudes/Documents/SpanishLawonBiomedicalResearchEnglish.pdf
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its the scope of genetic analysis which can
be performed on samples, provides for how
DNA is to be used in the context of criminal
investigations, specifies how DNA samples
can be collected and when consent for col-
lection is not necessary.

In Spain, the Criminal Code (1995)' creates
several offenses relating to genetic informa-
tion modification. It is prohibited to fertil-
ize human eggs for any purpose other than
for human reproduction and this provision
carries a custodial sentence. So, accord-
ing to sec. 159, genetic modification in hu-
mans is prohibited for all purposes except
for those where the aim is to eliminate or
reduce defects or serious disease (the sanc
tion is imprisonment to six years and special
barring from public employment and office,
profession, or trade to ten years). The use
of genetic engineering to produce biological
weapons or to exterminate human beings is
prohibited and punishable by imprisonment
tosevenyears and special barring (para. 1sec.
160). Anyone who fertilizes human ovules for
any purpose other than human procreation
and for the creation of identical human be-
ings by cloning or other procedures aimed
at racial selection are prohibited. Such ac
tions are punishable by a custodial sentence
of one to five years (para. 1 and 2 sec. 160).
At least, the Penal Code also provides out-
lines the procedures for collecting, storing,
and destroying DNA samples, which can be
taken for suspects and convicts.

In Portugal, the Law on Medically Assist-
ed Procreation (2006) considers MAR tech-
niques as a subsidiary method of procreation,

in the case of infertility or in order to treat
a serious disease or prevent the risk of trans-
mission of genetic, infectious, or other dis-
eases (sec. 4). The following acts are prohib-
ited in this Law: reproductive cloning; the use
of MAR techniques for sex selection of em-
bryos, except in the case of sex-linked genetic
diseases; the use of MAR techniques to cre-
ate chimeras or hybrids; and the use of pre-
implantation genetic diagnosis techniques
in the case of multifactorial diseases where
the predictive value of the genetic test is very
low (sec. 7). The use of MAR techniques for
the express purpose of creating embryos for
research is prohibited (sec. 9) (Raposo, 2017).
The Law on the DNA Profile Database — Civil
and Criminal Identification (2008) regulates
how the DNA data is to be stored and handled
and what safety measures must be in place
and for what purposes can DNA be collected.

In Switzerland, research involving humans
is governed by the Human Research Act and
its implementing ordinances. The Swiss Fed-
eral Human Research Act (2011) lays down
key guidelines to safeguard the dignity, pri-
vacy, and health of people involved in re-
search. Research projects designed to mod-
ify the properties of an embryo or fetus for
non-disease-related reasons are prohibited
(Article 25). Embryos and fetuses from spon-
taneous abortions including stillbirths may
only be used for research purposes with
the consent of the couple concerned and
when death has been established (Article 40).
The special Chapter 11 in the Federal Human
Research Act is dedicated to criminal provi-
sions and misdemeanors (Article 62):

* The German Code of Criminal Procedure. In the version published on 7 April 1987. Available at: https://policehu-
manrightsresources.org/content/uploads/2016/08/Criminal-Procedure-Code-Germany-1987.pdf?x49094

s Ministerio de Justicia (2011). Criminal Code. Available at: https://icj2. wpenginepowered.com/wp-content/up-

loads/2013/05/Spain-Criminal-Code-1995-eng.pdf
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‘Unless a more serious offense has been
committed under the Criminal Code18, any
person who willfully: (@) conducts a research
project without the authorization of an
ethics committee or deviating from an au-
thorised protocol (Article 45) and thereby
endangers the health of the participants;
(b) conducts a research project as defined
in Chapter 2, 3, 5 or 6 without obtaining
the consent required under this Act; (c) of-
fers, grants, demands or accepts payment or
any other non-cash advantage in exchange
for the human body or parts thereofas such;
(cbis) uses the human body or parts there-
of if they have been subject to a prohibit-
ed act as specified in letter ¢; (d) conducts
a research project designed to modify prop-
erties of the embryo or fetus for non-dis-
ease-related reasons (Article 25); (e) uses
embryos or fetuses from induced or spon-
taneous abortions for a research project be-
fore death has been determined (Article 39
§ 3, Article 40 § 2), — shall be liable to a cus-
todial sentence not exceeding three years or
to a monetary penalty’.

The Federal Act on Medically Assisted Re-
production of Switzerland (1998)" regulates
how and when reproductive cells can be pre-
served: namely with the consent of the do-
nor and for a maximum of 5 years. This Act
contains the legal definition of prohibited
‘chimera formation’, which is legally encoun-
tered in the legislation of the EU countries.
It means ‘the fusion of totipotent cells from
two or more genetically different embry-
os. Embryonic cells are totipotent if they are
capable of developing into any type of spe-
cialized cell’ (Art 2 § m). The RMA Act also

prohibits ovum and embryo donation and
surrogate motherhood (Article 4).

The Reproductive Medicine Act also cre-
ates certain corpus delicti of criminal offens-
es, the prosecution and adjudication of which
are the responsibility of the Swiss cantons
(Chapter 4 ‘Criminal Provisions’ of the RMA
Act). The following 9 offenses in this Act are
noteworthy: Production of embryos for ille-
gitimate purposes (Article 29); Development
of embryos outside the woman’s body (Article
30); Surrogate motherhood (Article 31); Misuse
of reproductive material (Article 32); Imper-
missible selection of reproductive cells (Article
33); Acting without consent or a license (Article
34); Germ-line modifications (Article 35); Clon-
ing, chimera and hybrid formation (Article 36);
and Contraventions (Article 37). For example,
any person who genetically modifies a ger-
mline cell or an embryonic cell shall be liable
to a term of imprisonment. However, this
paragraph does not apply if the modification
of germline cells is an unavoidable concomi-
tant effect of chemotherapy, radiotherapy, or
other medical treatment. Any person who
creates a clone, chimera or hybrid, or trans-
fers a chimera or hybrid to a woman or ani-
mal shall be liable to a term of imprisonment.
A person who in the course of a reproductive
technique analyses the 15 genetic materials
of reproductive cells or embryos in vitro and
selects them according to their sex or accord-
ing to other characteristics, without aiming
to overcome infertility or avoid the transmis-
sion of the predisposition to a serious disease
to the offspring shall be liable to a custo-
dial sentence not exceeding three years or
to a monetary penalty (Article 33).

7 Lawbrary (2022). Federal Act on Medically Assisted Reproduction (Reproductive Medicine Act, RMA) of 18 De-
cember1998 (Status as of 1 December 2022). Available at: https://lawbrary.ch/law/art/FMEDG-v2022 12-en-art-2/
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The Swiss Federal Act on Research In-
volving Embryonic Stem Cells (2003) pro-
hibits the following: (a) to create an em-
bryo for research purposes (§ 1 Article 29
of the Reproductive Medicine Act of 18 De-
cember 1998), to derive stem cells from such
an embryo, or to use such cells; (b) to modify
the genetic material in a germ cell (§ 1 Arti-
cle 35 of the Reproductive Medicine Act of 18
December 1998), to derive embryonic stem
cells from an embryo that has undergone
germ line modification, or to use such cells;
(c) to create a clone, a chimera or a hybrid
(§ 1 Article 36 of the Reproductive Medicine
Act of 18 December 1998), to derive embry-
onic stem cells from such an organism, or
to use such cells; (d) to develop a parthenote,
to derive embryonic stem cells therefrom, or
to use such cells; (e) to import or export an
embryo of the kind specified under Item a or
b, or a clone, chimera, hybrid or parthenote.
This act also does not allow the following
manipulations: (@) to use surplus embryos
for any purpose other than the derivation
of embryonic stem cells; (b) to import or ex-
port surplus embryos; (c) to derive stem cells
from a surplus embryo after the seventh day
of its development; (d) to place in a woman
a surplus embryo used for stem cell deriva-
tion. Legal practice in the field of research
of human genetic material should be based
on a number of principles: informed written
consent (Article 5); independence of partic-
ipants (Article 6); licensing requirement for
stem cell derivation, for research projects
aimed at improving derivation methods
and for the storage of surplus embryos (Art.
7-10); scientific and ethical requirements for
research projects (Article 12).

A special section in the Swiss Stem Cell
Research Act (2003) is dedicated to criminal
provisions. The following willfully committed

acts are attributed to criminally punishable

misdemeanors: (a) deriving embryonic stem

cells from an embryo created for research

purposes or genetically modified, or from

a clone, chimera, hybrid or parthenote, or us-
ing such embryonicstem cells, orimporting or
exporting such an embryo ora clone, chimera,
hybrid or parthenote (Article 3 § 1); (b) using
a surplus embryo for any purpose other than

the derivation of embryonic stem cells, or im-
porting or exporting such an embryo, or de-
riving stem cells from a surplus embryo after
the seventh day of its development, or placing
in a woman a surplus embryo used for stem

cell derivation (Article 3 § 2). For any of these

misdemeanors, a person shall be sentenced
to imprisonment. Certain other criminal acts

are punishable by imprisonment or a fine not
exceeding 200 000 Swiss francs for willfully
(a) acquiring or disposing of surplus embryos

or embryonic stem cells in exchange for pay-
ment, or using surplus embryos or embryonic
stem cells acquired in exchange for payment
(Article 4), or (b) contravening the require-
ments concerning the consent of the cou-
ple concerned (Article 5); or (¢) undertaking
activities subject to licensing requirements
without a license (Art. 7, 8, 10 and 15). How-
ever, if the offender acts negligently, the pen-
alty shall be imprisonment for a term not
exceeding six months or a fine not exceeding
100 000 Swiss francs (§ 4 Article 24).

In the Republic of Croatia, the Law
on the Protection of Patient’s Rights (2004)
specifies  that interventions directed
at changing the human genome can only be
undertaken for preventative or therapeutic
purposes, and no interventions are allowed
with the view to changing the patient’s germ
line (Karacié¢, Vidak, & Marusi¢, 2021). The Act
on Assisted Reproduction (2012) prohibits
the selection of the sex of a fetus, unless it is
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to prevent a sex-linked condition. Research
on embryos and their alteration is general-
ly prohibited. Gender selection of embryos
is only permitted in the eventuality of sex-
linked diseases. Surrogacy and cloning are
prohibited according to the Act on Medical
Fertilization (1998)' (Kora¢, 1999).

Article 115 of the Croatian Criminal Code
(1997) protects the right to health by in-
criminating refusal and limitation of health
care. Criminal responsibility falls upon
a physician who fails to implement mea-
sures for the patient’s protection according
to the rules of the medical profession, as well
as in the case of damage caused by negli-
gence. Article 241 of the Croatian Criminal
Code states that any physician undertaking
medical treatment without the patient’s val-
id and informed consent would be sentenced
to a fine or 6 months imprisonment, unless
such medical treatment aims to avoid the ag-
gravation of the patient’s health or if the pa-
tient’s lifewould be endangered without such
medical treatment. The Criminal Procedure
Code (2009) provides forhow DNAis handled
during and after criminal investigations and
which persons have the authority to access
the geneticdata. Italso covers when the data
is to be destroyed and what consents are
necessary from the subject of crime (Articles
187, 202, 211, 327). Therefore, personal data
collected exclusively based on determining
identity, physical examination or molecu-
lar-genetic analysis may, after criminal pro-

ceedings and according to regulations, be
used only for the detection or prevention
of a criminal offense (§ 4 Article 187).

The Penal Code of Finland provides that
the cloning of a human, altering and gener-
ating human germ cells and animal genetic
material and the generation of a human by
combining embryos are punishable by im-
prisonment of up to 2 years. The Gene Tech-
nology Act (1995)" regulates the use of GMOs
in Finland and prohibits the intentional
spread of GMOs in violation of the Act and
export GMOs without a license. Punishments
for endangering health contrary to this Act
or for gene technology offense contrary
to this Act, or for damaging the environment
are prescribed in the Penal Code of Finland
(Chapter 48, sections 1—4).

Section 4 of the Act on Assisted Fertility
Treatments?® (2006) provides that geneti-
cally manipulated gametes and embryos,
cloned embryos and gametes, and embryos,
which have been used in research, cannot
be implanted. The Act bans the production
of embryos for research purposes (sec. 13)
and prohibits ‘research on embryos and
gametes for the purpose of developing pro-
cedures for modifying hereditary proper-
ties.. unless the research is for the purpose
of curing or preventing a serious hereditary
disease’ (sec.15). Also, the Coercive Measures
Act of Finland (2011)#" provides for situations
when DNA can be collected from criminal
suspects and specifies how the samples and

8 Korac, A. (1999). Draft of the croatian act on medically assisted procreation —balancing procreative rights. Drust-
vena istrazivanja.Journal for General Social Issues, 8(2-3), 229-238. Available at: http://hrcak.srce hr/file/31910
” UNEP-LEAP (1995). Genetic Engineering Act (No. 377 of 1995). Available at: https://leap.unep.org/countries/fi/na-

tional-legislation/gene-technology-act-no-377-1995

20 Ministry of Justice, Finland (2006). Act on Assisted Fertility Treatments (1237/2006). Available at: https://www.

finlex.fifen/laki/kaannokset/2006/en20061237.pdf
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any resulting data are to be handled, stored,
and destroyed (section 32).

Lithuanian Law No. VIIIF1679 of 17 September
2015 ‘On Ethics of Biomedical Research?, sets
out that human biomedical studies which
modify the human genome can be conduct-
ed only for diagnosis or treatment provided
that the goal is not to predictably modify
the human germ line. Biomedical studies are
allowed, if the benefits are expected to out-
weigh the risks for the human embryo and
human fetus. The Law on Artificial Fertilisa-
tion (2014) prohibits the use of IVF as a means
of modifying the identity of the germ line
of a person or their offspring. According to Ar-
ticle 308(1) ‘Prohibited Biomedical Research
Involving a Human Being or Human Embryo’
of the Lithuanian Criminal Code (2000), a per-
son who conducts prohibited biomedical re-
search involving a human being or human
embryo shall be punished by a fine or by
restriction of liberty or by arrest or by a cus-
todial sentence for a term of up to two years
(Law No V11111968 of 26 September 2000 ‘On
the Approval and Entry into Force of the Crim-
inal Code’)?.

Conclusion

Within the framework of Horizon Europe,
a funding program dedicated to research
and innovation, the European Union (EU) pri-
oritizes three pillars; one of which one specifi-
cally focuses on tackling global challenges and

augmenting the competitiveness of European
industries. The ‘health’ cluster within this pil-
lar underscores the significance of advancing
healthcare technologies, reducing health haz-
ards, protecting communities, and fostering
the welfare of individuals. Genomic research
promises immense possibilities in achiev-
ing these aims and has emerged as one
of the most pioneering and groundbreaking
fields in recentyears.

Most European countries have already
transposed the European Union directives
into their respective national legislations with
regard to the testing, processing, storage, dis-
tribution, and import/export of reproductive
cells and tissues.

A number of EU jurisdictions provide for
specific DNA databases used in criminal
justice systems which are usually designed
to store DNA profiles for the identification
of suspects and convicts in criminal investiga-
tions and proceedings.

Similarly, while a number of jurisdictions
in the EU provide for gene-related offenses,
including cloning, modifying the human germ
line, and dispersing GMOs without appropri-
ate authorizations, the specific offenses vary
in the EU countries to a large degree.

The lack of legal harmonization and uneven
access to infertility treatment and for genetic
counseling and preimplantation genetic diag-
nosis provides fertile ground for the develop-
ment of international biolaw.

2 Ministry of Justice, Finland (2011). Coercive Measures Act (806/2011; entry into force on1January 2014) (amendments
up to1146/2013 included). Available at: https://www.finlex.fi/fen/laki/kaannokset/2011/en20110806_20131146.pdf

2 International Labour Organization (2015). Law No.VIII-1679 of 17 September 2015 "On Ethics of Biomedical Re-
search”. Available at: http://www.ilo.org/dyn/natlex/natlex4.detail?p_lang=en&p_isn=102253&p_count=96738

2 Republic of Lithuania. Law on the approval and entry into force of the criminal code, 26 September 2000 No VIII-
1968 (As last amended on 11 February 2010 — No XI-677). Vilnius. Available at: https://herloc.unodc.org/cld/up-
loads/res/document/Itu/criminal_code_of lithuania_html/Lithuania_Criminal_Code_2000_as_amd_2010.pdf
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AHHoTauus

B cTatbe npeanpuHMMaeTcs nombiTka chopmMynnpoBaTb HEOOXOAMMOCTb KOMMIEKC-
HOTrO PerynpoBaHns rEHOMHbIX UCCNeLOBaHUI KaK ABNEHMS, CYLLHOCTb U NPUPOLY
KOTOPOro MOXHO pacCMaTpvBaTh Yepes Takue KaTeropuu, kak metacaneHc, CMHep-
reTMka W KOHBepreHuUWs. B kauecTse uancTpauuy crneundukn obLLecTBEHHbIX
OTHOLWEHWI B chHepe reHOMHBIX NCCAEA0BAHWNA, UX MEXAMCLUMNANHAPHOCTU U KOM-
NAEKCHOCTM B CTaTbe aHAN3MPYIOTCS pa3inyHble GOPMbl HaYYHOrO COTPYAHMNYECTBA
B yKasaHHON chepe. C yyeToM Creumdukm COOTBETCTBYIOLLMX OOLWECTBEHHBIX OT-
HOLIEHMI BbICKA3bIBAETCS NPEANONOXKEHNE O BOSMOXHOCTY UCMONb30BAHNS ANS UX
perynmpoBaHus 0coboro KOMMAEKCHOro peryngropa — CUMOMOTUYECKOTO PerynsTo-
pa, KOTOPbIA BKOUAET B Ce6A He TONBbKO HOPMbI MPaga, HO M 3TUYECKUE, MOpasibHble
HOPMbl. ABTOPOM aHaNM3MpyloTCa pasinuHble BUIbl 3TUUYECKMX NPobaem, KOTopble
MOTYT BO3HUKATH B XO/l€ TEHOMHbIX UCCNEe0BAHNMIA 1 KOTOpble HEOBXOANMO paspe-
WwaTb NpW MUX PerynnpoBaHumn. lenaiorcs BbIBOAbI O MExaHW3Max peryimpoBaHus
C CMOMb30BaHNEM CUMBUOTUUECKOrO METOAA, PACCMATPUBAETCS COOTHOLIEHUE 3TO-
ro MeTofa C ApYrMmn MeToAamu peryimpoBaHng 0bLIeCTBEHHbIX OTHOWEHWIA, Npej-
NlaraeTcs UCNonb3oBaHue TeXHONOMMK BNOKUYENH B KauecTBe OHOMO U3 31eMeHTOB
PEryANPOBaHMS B Chepe reHOMHbIX MCCNefOBaHU.

KnloueBble c/10Ba: reHOMHble UCCNeN0BaHNS, KOMMAEKCHbIE METO/bI PETYANPOBAHMWS, MeTacaleHc, Cu-
HepreTuka, KOHBEpPreHUMa, GUO3TUKA, CUMBNOTUUYECKIIA perynsTop, 6noKyeinH
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Abstract

This paper represents an attempt by the author to formulate the need for compre-
hensive regulation of genomic research. The essence of genomic research can be con-
sidered through categories such as metascience, synergy, and convergence. Further
the article analyzes the various forms of scientific cooperation in this area, in the aims
ofillustrating the social relations in the field of genomic research, and to highlight their
interdisciplinarity and complexity. With reference to the aforesaid social relations,
the author proposes the possibility of using a special integrated regulator to govern
genomic research, including not only legal, but also ethical and moral norms. The au-
thoranalyzes a broad range of ethical issues which may arise in the course of genomic
research. Conclusions are then drawn with regard to the mechanisms of regulating
genomic research by means of the symbiotic method. The article further discusses
the relationship of this method with other methods of regulating social relations,
suggesting the use of blockchain technology as one of the elements of regulation

in the field of genomic research.
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BBepeHune

HeT HeobxoAMMOCTH TOBOPUTL 06 akTyasb-
HOCTW BOMpOCa MNPaBOBOIoO perynvpoBaHms
reEHOMHbIX unccnenoBaHui. JloctuxeHns Ha-
yKW B 3TOi obnacty nopaxatoT. bonee Toro,
61arofapsa 3TUM JOCTUKEHUSAM Mbl MOXKEM [0-
BOPUTb O TAKMX BELLLAX, O KOTOPbIX paHee fAaxe
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CNOXHO BbIN0 MOMBICINTb. Hanpumep, B Unc-
N1e HOBEWMLMX AOCTUXEHUIN TEHETUYECKNX TeX-
HOJIOTMIA MOXHO Ha3BaTb MEHHO-NHXEHEPHOEe
KOHCTpYMpOBaHWe NekapcTs, CO3AaHue Mu-
LEHb-OPUEHTMPOBAHHbIX NPENapaTos, B TOM
yncne KOHBIOMMPOBaHHLIX W JHK-BakuUMH,
TEXHONOTWIA  HAMpPaBNEHHOro nepenporpam-
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MUPOBaHWMS CTBONOBbLIX U MOANdUKALNM AN-
depeHUMPOBaHHbIX KETOK, MCMOAb30BaHMS
NHAYUMPOBAHHBIX MIOPUNOTEHTHbLIX CTBONO-
BbIX KJETOK YefnoBeka, TEXHONOMMW Tepanes-
Tuyeckoro npumeHenns PHK-nHTepdeper-
unn. Takxe Henb3s He OTMETUTb M peanbHo
MOSBMBLLYIOCS BO3MOXHOCTb peAaKkThpoBa-
HWS reHoma YenoBeKa C MCNoAb3oBaHMEM Me-
Toga CRISPR-Cas9, 6narogaps KoTopomy
MOXHO WCKAtoYaTb ONpeAeNneHHble yyacTku
13 nocnepnosatenbHocT AHK, 3ameHaTb mx
APYTUMM U OCYLLECTBAATL WHble AEACTBUS
no pepaktupoBaHuio [HK, uto paHee 6bi10
HEeBO3MOXHO.

Bcem wm3BecTeH cnyyan ¢ peaakTMpoBaHu-
€M reHoMa yenoBeka KUTanCKMM yyeHbim X3
LizeHkyem (Kosilkin & Kalinichenko, 2019)
AN BHEAPEHWE B MEAMUMHCKYIO NpakTUKy
Takoro MeToda, Kak MWTOXOHApuanbHas 3a-
MecTWTeNbHas Tepanus, KoTopas Mo3BonseT
M3NeUnNTb TAXENeNlee reHeTnyeckoe 3abo-
NleBaHne, Ho YenoBeK, MNOSBMBLIMIACA Ha CBET
B pe3y/braTe Takol Tepanuu, UMeeT reHeTunye-
CKYyl0 CBA3b C Tpems moabmu (Herring, 2020).
OTKpbITME BO3MOXHOCTW CO3AaHUS MAOPUMO-
TEHTHBIX K1ETOK MEeTOJOM 3MUreHeTUyecko-
ro nepenporpammupoBaHung, KoTopoe 6bil1o
caenaHo yyeHbiM CrHBbS AMaHaka COBMECTHO
¢ IxxoHom epaoHom B 2012 1., 1 MHOTVE apyrie.

OueBWAHO, YTO COBPEMEHHbIE AOCTUXEHMS
Haykn B chepe reHOMHbIX TEXHONOTNIA 3HAYK-
TeNlbHbIM 06pa30oM 3aTparnBaloT XW3Hb Yeo-
Beka, CMoCOBCTBYIOT M3MEHEHMIO €70 XKM3HMU,
MOMOrakT IEUEHMIO peaKkuX 3a601eBaHNIA, No-
3BO/ISIOT OCYWECTBAATb FEHETUYECKyto Tepa-
nvo, GopMMpoBaTb MepCoHaNN3MPOBAHHYO
MeaNUMHY ¥ Aaxe peaakTUpoBaTb YenoBeye-
CKWI reHOM, YTO yKa3blBaeT Ha TO, UTO pe3y/b-

TaTbl HAYYHbIX MCCNEeNOBaHNA B 3TON chepe
CTAHOBATCA ABNEHMEM COLMANbHBIM, MPUUEM
TakuM gBEHMEM, KOTOPOE 3aTparmeaeT Cylil-
HOCTHbIE XapaKTEPUCTUKM YXKE WMEIOLLNXCS
coumanbHbiX 06bEKTOB.

Bompochl  peryanpoBaHna reHOMHbIX UC-
CNefioBaHNiA, B TOM YNCAE U C NMPUMEHEHWEM
STUYECKMX W TPaBOBbIX HOPM, MocieaHee
BpeMs [0CTaTOYHO YacTo ABASKOTCA Mpeame-
TOM Hay4HbIX WCCAEA0BAHWIA, UTO BbipaXKaeT-
s, Hanpumep, B 06LMX paboTax, NOCBSALLEH-
HbiX 6roaTuke B Lenom (Ten Have & Gordijn,
2014 Clark, 2016). VimeeTcs 40CTaTOYHO MHOTO
paboT, MOCBALLEHHbIX YKa3aHHbIM BOMpPOCaM
B pamkax npoekTos, peannsyembix HOHECKO
1 NOAPa3AENEHNAMM STON OpraHmn3aLnm, 3aHN-
MaoLLMMICA BONPOCAMM BUOSTUKM U perynin-
pOBaHUs reHOMHbIX MccnefoBaHunii (Boustancy,
20711; Macer, 2008). VmetoTcs paboTbl, NOCBA-
WEHHbIE OTAE/bHbIM BOMPOCAM, CBA3aHHbIM
C perynnpoBaHiMemM reHOMHbIX WCCAeA0BaHWA
(Sheikh, 2002; Ashcroft, 2007, Mathaiyan,
Chandrasekaran, & Davis, 2013; n ap.).

HacToduwas paboTta noceglleHa monbiTke
060CHOBaTb HEOBXOAMMOCTL KOMMAEKCHOTO
PEryANPOBAHNA TEHOMHbIX MCCNef0BaHW,
YunTbIBas Cneunduky ykasaHHoR chepbl OT-
HOLLIEHWI, a Takxke BO3HMKaloLLME STUYecKkmne
npo6aeMbl MPU MPOBEAEHNN TEHOMHbIX WUC-
CNefoBaHUN.

MeTacaiteHc, cMHepreTuka, KOHBepreHuums
KaK OCHOBa /11 TOHMMAHUS CYLLHOCTH
reHOMHbIX UCCNes0BaHUM

Mpexae uem roBoputb 06 0COBEHHOCTSX
MeToa peryaMpoBaHMs reHOMHbIX Mccneno-
BaHMIA, NpeacTaBAfeTca  LenecoobpasHbim
nonbITaTbCs MOHATH CYUWHOCTb U Gunocod-

"YyryHos, A. (2012). Hobenesckas npemus no Gpusnonorun n meanumnte (2012): MHAYUMPOBAHHbIE CTBONIOBbIE K/IET-
Ku. Bruomonekyna. Pexxum poctyna: https://biomolecula.ru/articles/nobelevskaia-premiia-po-fiziologii-i-medits-

ine-2012-indutsirovannye-stvolovye-kletki
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CKYl0 MPWPOAY TEHOMHbIX UCCAeA0BaHWNA.
Pe3ynbraTbl rEHOMHbIX WCCAELOBaHWIA, BHe-
LPEHHbIE B MPAKTUYECKYHO XU3Hb, B OyadyLLeM
MOTYT CyLLeCTBEHHO MOBMUATL Ha MpeAcTaB-
JIeHne O YenoBeke 1 ero NpuUpoje, Ha pasnny-
Hble coumanbHble U 3KOHOMMUYeCKMe npoLec
Cbl, TeM CaMblM CGOPMUPOBAB HOBBIA yKNaz,
KM3HU 11 0OWLECTBEHHbIX OTHOLLEHWIA.

B ctatbe cywHoCTb 1 punocodpckas npupo-
[la TEHOMHbIX WCCNeloBaHWI paccmaTpuBa-
l0TCS Yepes Takue MOHATMS Kak meTacaneHc,
CUHEepreT1Ka 1 KOHBepreHwuus.

[ToHaTMe «meTacaieHc» BCTpeYaeTcs npe-
MMYLLECTBEHHO B 3apybexHoi auTepatype.
[Toa 3TMM TEpMUHOM MOHMMaeTCs M3yyeHue
METOA0NOMMN U GUNOCODCKMX MPOSABIEHNN
HayyHoro vnccnefoBaHus. CymtaeTcs, 4To Tep-
MWH BO3HMK B 1930-x roaax (Sawyer, 2018).

C Apyroii CTOPOHbI, 3TO MOHATME MOXHO
paccMaTpuBatbh M Kak pesynbraT nepexosa
KONMYecTBa B KaYeCTBO B OAHOM WU HECKO/b-
KX OTPaCAgX 3HaHWIA, U Kak HOBYH napaamnr-
My PasBUTUS HaykM Ha MPUHLMNAX MEXANC
UMNANHAPHOCTW, KOHBEPreHLMM U CUHeprum
Pa3/INYHbIX HayK ¥ OTpacaei 3HaHW.

[IPUMEHUTENBHO K 3TOW TOUKE 3peHus re-
HOMHblE WCCNeA0BAHUS MOTYT CAY>XWUTb XO-
pOLIMM MPUMEPOM Pa3BUTUS ONPeLeNeHHbIX
HayK, BbIXOA MX Ha HOBbIA YPOBEHb 3a CYET
MEXANCUMMANHAPHOTO NOAXOAA W UCMONb30-
BaHMS MHHOBALMOHHbIX METOA0B.

CuHepreTvka M KOHBEpreHuus — 370 §B-
NIEHMSA, AOCTATOUHO aKTMBHO 06CyXJaemble
B HayKe, B TOM yucie B pamkax ¢puiocopumn
(cm. Hanpumep: ApinHoB, 2011; Anekceesa &
ApwnHoB, 2016; Roco, 2020; Corning, 2014).
CuHepreTnKka BO3HMKMA Kak Teopus Koonepa-
TUBHbBIX IBNEHWIA B 3aJa4ax Na3epHoO Tematn-
KW, HO MocTeneHHo nprobpena 6onee 06N
cTatyc Teopun. OCHOBHbIMU MPUHLMAAMU CU-
HepreTuKu SBNSIOTCS FOMEeOCTAaTHOCTb, Uepap-
XWYHOCTb, HEAMHENHOCTb, HEeyCTOW4MBOCTb,
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HEe3aMKHYTOCTb, AMHaMMYeckas wvepapxmuu-
HOCTb, Habnwgaemocts (bygaHos, 2006).
C dnnocodckort ToUKM 3peHns, CuHepreTnka —
370 HayKa (TouHee roBops, ABUXEHWE B HAyKe)
0 CTaHOBALIEMCS BbITUM, O CAMOM CTaHOB/E-
HWUW, ero MexaHusmax u Ux npeacTaBaeHUm
(BynaHog, 2006).

[epmaH XakeH, 0fiIMH N3 0OCHOBaTeIe CUHEpP-
reTuKKW, NoayvepkmBas ee mexaucumunavHap-
HOoe KauyeCTBO, Onpeaenss, YTo CMHepreTmka
3aHMMAETCS U3yYeHMEM CUCTEM, COCTOALLMX
13 MHOXEeCTBa YacTel, KOMMNOHEHT UAN Nof-
CUCTEM — OAHWM CI0BOM, AeTaNei, CAOKHbIM
06pa3om B3aMMOAENCTBYIOLLNX MEXAY CODOA
(Haken, 2012).

CviHepreTvKka paccmaTpuBaeTcs Kak sBne-
HMe MOCTHeKNacCMYeckoro 3tana pas3BuTUS
HayKu, napaamnrma KoToporo npu NOCTPOeHMK
onbiTa U MHTEPNpeTaLnmn pesynsTaToB YUnThI-
BaeT BCe BOB/IEYEHHblE B MpoLecc GpakTopsl,
B TOM umc/e Cy6bekT, 06bekT, cpeacTsa npo-
BedeHNs wccneaoBaHus.  [pumeHUTeNbHO
K 3TOMY MOXHO rOBOPUTb U O CUHepreTnye-
CKOM 3hdekTe Kak 0 pe3synbrate B3auMMo-
[encTBUg AByX MM 6onee GpakTopos, Bbipa-
Xatollemcs B AOCTUMXEHUM Takoro addekTa,
KOTOPbI HE MOT Obl BbITb MOMYUYEH B PE3Y/b-
TaTe NpoCTOro MexaHW4eckoro CAOXeHMUs
yKa3aHHbIX GakTOPOB W AEVCTBUS YKa3aHHbIX
$aKToOpOB MO OTAENBHOCTH.

KoHBepreHumMio Kak gBAeHMe MOXHO Onu-
caTb Kak Bo3spacTaillee 1 npeobpasyoliee
B3aMMOAENCTBNE MeXAy HayUYHbIMU AUCLM-
NAMHAMKM,  TEXHONOTUAMM, COOBLLECTBAMM
M chepamy  Uen0BEYECKON AeaTenbHOCTU
0N AOCTUXEHWUS COBMECTUMOCTU W WHTe-
rpaunn (bakcaHckwmit, 2016). BblaenstoT pas-
JINYHbIE 3Tanbl KOHBEPreHUMKn, Hanpumep
«NBIC KoHBepreHuus», noa KOTOpPOWA MOHU-
MaeTca peHOMEH COMMXKEHMA pafa TeXHONO-
r1i, a UMeHHo: HaHoTexHonorui (N — HaHo),
6roTexHonornii (B — 610), MHGOpMaLMOHHbIX
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(I = MHPO) 1 KOrHUTMBHBIX (C — KOTHO) TEXHO-
norui (Masenbesa, 2018).

HoBbIM 3TamoM KOHBEPreHuun HekoTo-
pble yyeHble cymTatoT CKTS-kKoHBepreHumto
(Convergence of Knowledge, Technology,
Society), 0603HaualoLLy0  KOHBEPreHLMIO
3HaHWUI, TEXHOMOMW 1 0BLLIECTBa M Npeanpo-
Nlaratolyto M3yyeHne coumnanbHblX CaeacTBuiA
KOHBEpreHuUmmn Hayku 1 TexHonorum. CKTS-KoH-
BepreHums o6befMHIET B COOTBETCTBYIOLLMX
chepax uesoBeveckmne, TexHUYeckue, couu-
a/lbHble, MPUPOAHbIE PECYPChI 1 BO3MOXHOCTY
PEWnTL NPOBAEMbI, KOTOPbIE Y3KOAMCLMMAN-
HapHbIMW METOAAMMN HE MOTYT OblTb peLleHbl.
Kpome Toro, CKTS-koHBepreHums co3gaeT
1 pacnpocTpaHsgeT HOBble 3HAHMWS, TEXHONO-
TW, NPOAYKTbl W peweHus ANg yaydlleHus
6narococtoaHua ntoaei (3eep n ap., 2018).

PaccmatpuBas reHomHble WcCneqoBaHMs
C TOYKW 3pEHUS CUHEpPreTUKM U KOHBepreH-
UMK, MOXHO CAenaTb BblIBOA, YTO yKa3aHHble
HanpaBneHns pa3BuTUS HayKu — 3TO NPOsB/e-
H1e GOPMMPOBaHMS HOBOTO KayecTBa Hayu-
HOro MccnefoBaHUs, HOBOW Mapaiurmbl, OC
HOBHOW XapaKTepUCTUKOM KOTOPON SBASETCA
TO, UTO OAHOAMCUMMAMHAPHBIE HAyUHble WC
CNefoBaHus, y3kme 061acTv 3HaHMiA bonblue
He B COCTOSHMM AaBaTb OTBETHl Ha BO3HMKa-
foLLLME COBPEMEHHbIE BbI30BbI B HayKe. ToNbKO
06beAVHEHNE HECKOMbKMX, AaXe Ha MepBbiit
B3MIA4 HE CBA3aHHbIX MexXay coboi Hayk,
HanpaBAeHW WUCCAeOBaHNIA,  CONMXKEHNE
AN KOMMJEKCHOE WCMONb30BaHWE MeTOAO-
JIOrMK, MOHATUIAHOTO annapaTa, MoAX040B
K WCCNefoBaHWMO, KOMMAEKCHbI — aHaan3
MOMYUYEHHBIX PEe3yabTaToB  CMOCOBHbI  MOA-
HATb MCCNeAoBaHME Ha KauyeCTBEHHO HOBbIN
YPOBEHb 1 MPeANOXNUTb BapuUaHTbl pelleHns
Kak ®yHAAMEHTabHbIX HayUHbIX BOMPOCOB,
Tak v nNpuKnaaHbix 3aaad. Bce 3to no3gons-
eT roBOPUTb MMEHHO O KayecTBEHHO HOBOM
CKayke B pa3BUTMM HayKM, YTO MOXHO C onpe-

[leNlEHHON CTeneHbto YCNIOBHOCTM HA3BaThb Me-
TacalMeHCoM. YKa3aHHbIN TEPMUH He OTpuLaeT
1 KNACCUMYEeCKOro ero NoHUMaHws, Ha KoTopoe
yKa3blBasoCb Bbile, HO pacwumpseT, Aonon-
HAET 3TO MOHATME NPUMEHUTENBHO K HOBOMY
KayecTBYy pa3BUTUS HAYUYHOTO 3HAHWS.

Takum 06pa3om, reHOMHble UCCNeA0BaHNA
KaK HOCSLLME OYEBMAHO MEXAMCLMNANHAP-
HbIll xapakTep 1 Tpebytoline KOHBEpreHuum
HEeCKONbKUX HayK, Hanpumep MeaWLMHbI,
6UoNOTMN, XUMUW, MHOOPMATUKK, OUMKM,
ABNSIOTCH SIPKMM  CBUAETENbCTBOM MMEHHO
HOBOrO YPOBHSI Pa3BUTUS HayKuW, SIBAEHUS
«MeTacaneHe».

PasnnuyHbie popmbl HAyUHOro
COTPYAHMYECTBA KaK CBUAETE/IbCTBO
cneumdUKN reHOMHbIX UCC/Ie,0BAHUIA

[Tprmepom GopMUpPOBaHMS HOBOTO YPOBHS
NCCNeA0BaAHUA MOTYT CAYXWUTb PasinyHOro
pofia opraHn3aunoHHble GOPMbl HayYHOro CO-
TpyLHMYeCTBa B chepe reHOMHbIX UCCieoBa-
HWIA, HauMHas OT MeXAYHAPOAHbIX Mexnpa-
BUTENbCTBEHHBIX OpraHu3aunii, 4 KOTopbIX
reHOMHble WUCCNeA0BaHUS SBNFIOTCS OLHUM
13 HanpaBNeHUi AesTeNbHOCTU, U 3aKaHun-
Bas HayuHbIMM KOANABOpaALMAMU U HauMo-
Ha/lbHbIMW IOPUANYECKMMU ANLAMU, 3aHUMa-
IOLLMMKCS  MPEUMYLLLECTBEHHO TEHOMHbIMM
nccnesoBaHUIMN.

OnHMM 13 pKMUX MPUMEPOB MEX/AyHapos-
HOro COTPYAHMYECTBA SBAsIeTCS EBponenckas
MoseKynapHo-b1onormyeckas nabopatopms —
European Molecular Biology Laboratory.

EBponelickaga  monekynapHo-6uonoruye-
ckasg nabopatopus (EMBJ1) — mexnpaBuTenb-
CTBEHHAs OpraHM3aumns co Wrab-KBapTUpoi
B leinaenvbepre, ocHoBaHHasA B 1974 T, ¢ MUC
cuelt NPOABUXKEHWS UCCNeA0BaH I B 061aCTH
MonekynapHon 6uonorun B EBpore, obyue-
HUSI MONOABIX YUYeHbIX U pa3paboTKy HOBbIX
TexHoNormit. B HacTosllee Bpems oHa 06be-
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AMHAET 27 rocyaapcTB-uneHos, nabopatopum
B LUECTW LIEHTpax Mo Bcei EBpone u Thicaum
YUEHbIX 1 MHXEHEPOB, paboTalolmx BMECTE.
OpraHusauns umeet otaenermns 8 bapcenoe,
lpeHobne, fambypre, leraenvbepre, XMHKCTO-
He 1 Pume?.

X0Ta NpoBefeHNe rEHOMHbIX NCCNe0BaAHMA
He ABAAETCA eAMHCTBEHHbIM HamnpaBneHnem
JESTEeNbHOCTY YKa3aHHOW OpraHusaummn, Tem
HE MEeHee Hay4Hble WCCNefoBaHNA B 3TOM Ha-
NpaBAeHWN BEAyTCS OUeHb akTUBHO. Tak, B pam-
Kax opraHmsaummn GyHKLUMOHUPYIOT HECKOMbKO
NOAPa3AeNeHWA, HenoCcpeacTBEHHO CBA3aH-
HbIX C TEHOMHbIMW WUCCAEA0BAHNAMM, HaMpW-
Mmep noapasgeneHve «feHomHaa 6uonorvay,
B pamkax KOTOPOro C034aHo 13 MexayHapos-
HbIX paboumx rpynn no pasHbiM HanpaseHn-
AM FeHOMHbIX MCCNef0BaHMNIA. YUeHble 13 3TOro
NOApa3AeneHns UCMob3yloT U paspabatbiBa-
10T NMepefoBble METOAbI U3YUEeHNS TOTO, KaK WH-
dbopmaLms Ha pasHbiX MOAEKYASPHbBIX CNOAX
(AHK, PHK, 6enku, meTabonuTbl) peryavpyet-
s, 06pabaTblBaETCH U UCMONb3YETCH U KaK WX
BapuaLma NPUBOAMUT K pasMUHbIM GEHOTUMAM.
Takxe B pamkax opraHmsaumn GyHKUUOHUPY-
€T, HanpuMep, NoApasfaeneHve «InureHeTrKa
Y HENpObUONOTMS», B pamMkax KOTOPOro yue-
Hble UCCNeAYIOT CBA3N MEX Y reHOMOM, OKpY-
KaoLWEN Cpeslon N HEPBHOM QYHKUMEN, a Tak-
Xe noapasneneHmne «brnovHoopmatukar, oaHa
113 3324 KOTOPOro— pas3brpaThbCs B OOLINPHbIX
1 CNOXHbIX Habopax B1MOAOrMUYECKUX AaHHbIX,
CO3/laHHbIX C WCMOb30BAHMEM HOBbIX TEXHO-
JIOTUIA B MONEKYNAPHOM BUONOTUN.

EMBJT aBngeTcd 9pkum nprmMepom Hayu-
HOW OpraHMsauunm MexAnCLUUNANHAPHOIO
xapakTepa, B pamkax KOTOPOW HayuHble WC-

CNefoBaHNg B pamkax FeHeTWKM MoayyatoT
NOAAEPXKKY CO CTOPOHbI APYrvx MNoapasie-
NIEHUIA, YTO NPUBOAMT K 3HAUYMMBIM HayUHbIM
pesynbraTam.

Elle oAHVMM NPUMEPOM Hay4HOro COTpYyA-
HWYecTBa B pamKkax [eHOMHbIX Wccneao-
BaHW aBnsieTcs MeXayHapOAHbI  LEeHTP
FEHHOM WHXeHepun 1  BUOTEXHONOTUN —
International Centre for Genetic Engineering
and Biotechnology (ICGEB)®>. 370 mexnpa-
BUTENbCTBEHHAS OpraHu3aunsg Ans uccneno-
BaHUMIA, 0ByueHUs ¥ nepefaun TeXHONOTUN
B 06/1aCTV HayK O XU3HU B LENSX COAENCTBUS
YCTOMUMBOMY — FNOGANBHOMY — Pa3BUTHIO.
LleHTp M3HayanbHO CO3AaBancd Kak crneu-
anbHbIn npoekT OpraHusaumn ObbeanHeH-
HbIX Hauuii No NpoMbIWAEHHOMY Pa3BUTHIO
(United Nations Industrial Development
Organization, OHWAO), paboTaeT camocTos-
TenbHO € 1994 roaa, ynpaBnsgeT 46 COBpEMeEH-
HbIMK nabopatopuamu B Tpuecte, Hoto-Lenw
n KeiintayHe u obpasyeT WHTepakTUBHYHO
ceTb ¢ bonee yem 65 rocyaapcTBamm-uneHa-
MW, UFpaeT KAIYEBYIO POJb B BUOTEXHONOMUM
BO BCEM MWpe, UTOObI BHECTM KOHKPETHbIN
BKNaA B AOCTVMXEHWS YCTOWYMBOrO rnobasb-
HOrO pasBuTmA.

ApKUM  NpUMEPOM  MeXAYHapOAHON Ha-
YUYHOI Konnabopaumm B chepe reHOMHbIX
nccnefoBaHni MoxHo cumtatb Opranusa-
umto reHoma uenoseka — Human Genome
Organisation (HUCO)*. HUGO — mexnayHa-
pOLHAs OpraHv3aLns yyYeHblX, 3aHUMatoLLNX-
Csl Pa3NNYHbIMK aCNeKTammn reHeTnKN YenoBe-
Ka. HUGO 6bin 3aaymaH B 1988 I Ha nepBom
3acefiaHny Mo KapTMPOBaHUIO U CEeKBeHW-
poBaHuio reHoma B Kona-CnpuHr-Xapbope,

2 EMBLs Legal Status. Available at: https://www.embl.org/about/embl-legal-status/

*International Centre for Genetic Engineering and Biotechnology (ICGEB). Available at: https://www.icgeb.org/

about-us/who-we-are/

*Human Genome Organisation (HUCO). Available at: https://www.hugo-international.or
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Hblo-Mopk. B HacTosllee Bpems COCTOMT
6onee yem 13 2000 UNEHOB, HAXOASLLMXCS
B 92 cTtpaHax. OCHOBHas MuUCCUs 3TOW opra-
HU3aUMW — COAENCTBUE QYHAAMEHTA/IbHBIM re-
HOMHbIM WCCNEA0BAHNAM BO MHOTMX CTpaHax,
cofencTBre HayuHoMYy 0BMeHy B 06aacTh re-
HOMWKM C 0COBbIM YNOPOM Ha pa3BMBatOLLMECS
CTpaHsbl, NOAAEPXKKY AMCKYPCa MO 3TUKE TeHe-
TUKM 1 TEHOMUKU C [106a1bHOM TOUKM 3pEHNS.

B Poccuitickon ®epepaummn Takxe cospa-
t0TCH LLeHTpbl TeHOMHBIX MCCNefoBaHNA MU-
pOBOro ypoBHs. Cpesin HUX MOXHO Ha3BaTb
KypuyaToBCKMIA TE€HOMHBIN LEHTP — KOHCOP-
Unym opranmsaunii 8o mase ¢ HVIL, «Kypua-
TOBCKMI UHCTUTYT». B yKa3aHHbIN KOHCOPLK-
YM BXOAMUT LENblA PSAA YHUKANbHbBIX HayYHbIX
yupexaeHuin Poccun, cnocobHbIX A0CTWYbL
He MMEIOLLMX aHAI0ToB B MUPE PEe3y/bTaToB
B 06/1aCTV rEHOMHBbIX UCCaeaoBaHuii. B cocTa-
BE KOHCOpLMyMa:

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yypexaeHune HaunoHanbHblM nccneno-
BaTe/NIbCKMI LEeHTP «KypyaToBCKMIN MHCTUTYT»
(HNLL «KypyaToBCKWIA MHCTUTYT»);

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yupexaeHune «[oCyaapCTBEHHbIA Hayu-
HO-NCCNeL0BATENbCKUMA UHCTUTYT TeHeTUKK
N CeneKkumy NpOMBILNEHHbBIX MUKPOOPraHn3-
MOB HauUMOHANbHOTO  UCCAeA0BATENbCKOTO
ueHTpa «KypuaToBckuii HCTUTY T (HWL, KN —
focHVreneTurka);

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yupexaeHue «leTepbyprcknii MHCTUTYT
gaepHon dusmkn um. b.I1. KoHcTaHTMHOBA
HaunoHabHOro  MCCNefoBaTesIbCckoro  LieH-
Tpa «KypyatoBckmin MHCTUTYT» (HNLL KA —
NNa®);

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yupexaeHune Haykn «OpaeHa TpynoBoro
KpacHoro 3Hamenn HukuTCKMiz 6oTaHnue-
CKMIM caf — HaluMOHANbHBIA HAaYYHbIA LEHTP
PAH» (®IBYH «HBC-HHLL»);

— deaepanbHoOe rocynapcTBeHHoe BroaXeT-
HOe Hay4Hoe yupexieHune «Bcepoccninckuia
Hay4YHO-MUCCNeA0BaTENbCKUIA UHCTUTYT CeNlb-
CKOXO34MCTBEHHOW BroTexHonornm» (PreHy
BHNWCB);

— deaepanbHoOe rocynapcTBeHHoe BroaXeT-
Hoe yupexaeHne Haykn «/HCTUTYT Mone-
KYNSIpHOW reHeTnkn Poccninckon akamemmnn
Hayk» (VIMI PAH);

— deaepanbHoe rocynapcTBeHHoe BroaXeT-
Hoe HayuHoe yupexaeHune «PenepanbHblii
NCCNeoBaTeNbCKUI LEHTP VIHCTUTYT umTono-
TN 1 reHeTukn Cubupckoro otaeneHns Poc-
cuiickon akagemum Hayk» (Muml CO PAH);

— denepanbHoOe rocyaapcTBeHHOE aBTOHOM-
Hoe obpa3oBaTe/ibHOe YUpexAeHne BbiCLIEro
06pa3oBaHnsa «MOCKOBCKUI  GU3NKO-TEXHU-
UeckMin MHCTUTYT (HaUMOHaNbHbI MUCCaeao-
BaTeNbCKMIA yHMBEPCUTET)» (HY MDTW).

Kaxaoe v3 yKka3aHHbIX Bbllle Hay4YHbIX Y4-
pexaeHnii camo no cebe 061aaaeT OMnblITOM
M KOMMETEHUMUSIMM MWUPOBOro YpOBHS. Tak,
HNLL  «KypyaToBCKMI WMHCTUTYT»  ABNSETCH
eAVHCTBEHHOM B CTpaHe opraHusauuei, ob-
Naflalollen YHUKaNbHOW WMHOPACTPYKTYpOW
0N pa3BUTUS TEHETUUECKUX TeXHONOIMIA:
MolHenwas 6asa Ang cekBeHMpoBaHus, Cy-
nepkomnbloTep Ana 06paboTku  BOAbLINX
reHeTUYeckmMx AaHHbIX, AaTa-UeHTp Ans Co3-
[AHWA OTEYEeCTBEHHOW 6a3sbl AaHHbIX, eanH-
CTBEHHbIA HAa MOCTCOBETCKOM MpOCTpaHCTBE
NCTOYHUK CUHXPOTPOHHOIO M3/yueHus, o6-
NafaolWnii - YHUKAAbHbIMW  BO3MOXHOCTAMM
B 06/1aCTU UCCAEA0BAHNA CTPYKTYpbl 6E/KOB;
B cBoto ouepenb, HNLL «KIN» — FTocHNW reHe-
TUKM 0671aAeT YHMKAbHbIM OMbITOM TreHe-
TWUYECKOro KOHCTpyMpOBaHWs, pacnosnaraet
elMHCTBEHHON B Poccnn Konnekumnen Mmkpo-
OpraHyM3mMOB MPOMbILWNEHHOrO Ha3HayYeHwus
N 9BASETCH eAMHCTBEHHON B CTpaHe opraHu-
3almeit, cnocobHOM Co3AaBaTh WTaMMbl MU-
POBOTO YPOBHS C MCMOMb30BAHNEM TeHeTHYe-
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ckoro penaktupoaHus; UL Numl CO PAH
MMEET YHUKA/bHbIA OMbIT B KOMMbIOTEPHOW
DEKOHCTPYKUMMU W MOAENVPOBAHUN TEHHbIX
CeTen, KOHTPOAMPYOWMX LeneBble GyHKUMM
“ Npu3Hakn mukpoopraHusmos. HWL KN —
MNAD n MMI PAH 061a4at0T yHUKaAbHbIMM
KOMMETEHUMAMM B 06AACTU KOHCTPyMpoBa-
HUS MAKPOMOEKYNSIPHBIX MalUNH, B TOM YNC-
ne Ang penaktupoBaHus reHomos. PIBYH
«HBC-HHLU» wvmeeT yHWKanbHble cenexkun-
OHHble KomneTeHuun. ObbeanHeHne onbiTa
3TUX OpraHusauuii obecrneumsaer cuHepre-
TUYECKNA 3PPEKT B pasBUTUN TEHETUYECKMX
TEXHOMOMWIA KaK 419 NPOMbILIAEHHbIX B1UOTEX-
HOMOMMIA, Tak 1 A8 CEIbCKOTO XO39MCTBA.

YXe Ha HacCTOAWMN AeHb pe3ynsraTtbl pa-
60Tbl KOHCOpPLIMYMa [OCTaTOUYHO CYLLECTBEH-
Hbl. TaK, CO34aHbl reHeTnyeckme penakTopbl
N TeXHONOrnyeckne nnatpopmbl AN pepak-
TUPOBAHWS TEHOMOB CE/IbCKOXO3SMCTBEHHbIX
KyNBTYP M MUKPOOPraHM3moB, paspabaTbiBa-
eTcs KoMMbloTepHas naathopma aAng AmsanHa
3KCNEPUMEHTOB MO CO34aHNI0 WTAMMOB-CY-
nepnpoayueHToB, MNPoOBOAUTCS  UMbpoBas
nacnopTu3aumsg WTaMMOB MPOMbILLIEHHbIX
MWKPOOpraHM3moB, Ha 6ase KoHcopLuyma
cosjaetcs HauvoHanbHas 6asa reHeTude-
CKOW MHGOPMALLMN.

LleHTp BbICOKOTOUYHOrO pefakTMpoBaHus
N FEHETUYECKMX TEeXHOMOrUiA ana bromean-
UMHb PHMMY um. HW. Muporoea® co3naH
B LLeN1SIX NPOBEeAEHNS UCCelOBaHNIA 1 pa3pa-
60TOK B pamKax HanpasneHus «feHeTudueckme
TexHoAOrMn Ana MeanumnHel» PenepanbHon
Hay4YHO-TEXHWUYECKOW  MporpaMmmMbl  pasBu-
TUS  TEHETUYECKUX TEeXHONOrnn Ha 2019—
2027 roabl. Muccnen LeHTpa aBngeTcs pas-
BUTWE FTEHETUYECKMX TEXHONOMMIA, afanTaums
STUX TEXHONOTUIA ANS MONYYEHUS HOBbIX 3HA-

HWUA O HOPMaNbHbIX W MATONOrMYECcKMUX Mpo-
ueccax B OpraHuame W MNpUMeHeHue 3TUx
3HAHWI ANg peleHns npobnem 340poBbs ye-
noBeka.

B coctas LleHTpa BXOAAT YHWUKa/bHblE Ha-
yUHble 1 06pasoBaTebHble yupexaeHns Poc
cuiickont Gepepaunm:

— deaepanbHoe rocynapCcTBeHHOe BHoAXeT-
Hoe yupexjaeHune Haykn «/HCTUTYT Mone-
KynapHoi 6uonornn um. B.A. SHrenbrapara
Poccuitckoit akagemun Hayk» (VIMB PAH);

— deaepanbHoe rocyaapcTBeHHoe 6roaxeT-
HOe yupexaeHue HayKkn «MHCTUTYT 6ronorum
reHa Poccuiickoit akaaemun Hayk» (VIBI PAH);

— deaepanbHoe rocynapCcTBeHHOe BHoAXeT-
Hoe obpa3oBaTeibHOe YUpexAeHne BbICLIEro
06paszoBaHng «Poccuitckinii HalMoHaAbHbIR
NCCNeoBaTeNbCkUn  MEANUNHCKUIA  YHUBEP-
cuteT umenn H.W. Tnporosa» MuHucTepcTsa
3npaBooxpaHeHns Poccuitckon Depepaunm
(@®re0y BO «PHVIMY um. H.W. Muporosa»
MuH3zapasa Poccun);

— defepanbHoe  rocygapcTBeHHoe  61o4-
XeTHoe yupexaeHune «DeaepanbHblii HAyYHO-
KAMHUYECKUI  LUEHTP  PU3UKO-XMMUYECKOW
meanLmHby DefepanbHoro Meanko-6mono-
rmyeckoro areHTctBa (Prby «PHKL, OXM»
POMBA Poccun).

MpoekTbl LleHTpa npu3BaHbl pewats 3a-
[a4yv MMPOBOTO YPOBHA B 06/1aCTV pa3BnUTMA
reHeTUYeCcknx TeXHOMOTMIA, CBA3AHHbIX C CO-
BEpLIeHCTBOBAHMEM METOAOB peaakTnpoBa-
HWS TEHOMOB, MOWCKOM U XapaKTepUCTUKON
HOBbIX pefaKkTOpOB, CO3AaHMEM KNETOUHbIX
M KMBOTHbIX MOJENei pasfinuHbix 3abone-
BaHW YesoBeKa C LENblo M3yyeHus mexa-
HM3MOB Pa3BMUTUS, MOMCKA ANATHOCTUYECKMX
1 TepaneBTUYECKMX peLIeHW, TECTUPOBAHMS
HOBbIX IEKQPCTBEHHbIX MpenapaTtos.

s LLeHTp BbICOKOTOYHOTO peakTUPOBAHWMS 1 FEHETUYECKUX TEXHONOMVIA ANS 6romMeanUMHbI. Pexum AocTyna: htt DS //

biomedgene.ru/about/
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370 Aulb HebOMblIOe KOAMYECTBO Mpw-
MepOoB, YKasblBaOWMX Ha GOpMMpOBaHMNE
HOBOrO YPOBHSI TEHOMHbIX WCCNEN0BAHMM
N CBUAETENbCTBYOWMX O MUPOBOM MHTEpECe
K pasBUTUIO U PETYNINPOBAHMIO TEHOMHbIX NC-
cnefoBaHWN.

Heo6x0aMMOCTb KOMMJIEKCHOIO MeToAa
perynvpoBaHUsi FeHOMHbIX UCC/IeA0BaHUIA

PaclwmpeHne HayuHbIX FEHOMHbIX Kccae-
[OBaHWIN BreyeT 3a coboi bopMmpoBaHme
ONpeaeneHHbIX MOAXOAOB K WX MPaBOBOMY
PEryNNPOBAHMIO W UCMONb30BAHMIO MONY-
UEHHbIX pe3yabTaToB. B Tom uncne Tpebyetca
OCMbICINTL HEOBXOAMMOCTL HOPMUPOBAHMA
0cob0ro MeTofa peryavpoBaHnusg TeHOMHbIX
NCCNeN0BaHNIA, KOTOPbIA MO3BOAMA Obl pery-
JIMPOBaTb B KOMMeKce 0bLLECTBEHHbIE OTHO-
WeHns B 3To chepe, He TONbKO GopMmnpoBaThb
NpaBoByl0 6asy perynMpoBaHus, HO W OCy-
WeCTBAATb perynmpoBaHme B AMHaMuKe npum-
MEHUTENIBHO K PeleHN0 KOHKPETHbIX BO-
NpOCOB, BO3HMKAIOWMX MpU MNPOBEAEHUN
FEHOMHbIX MCCNeN0BaAHNIA.

[peacraBngercs, 4YTO  WUCNONb3OBaAHME
TPaAMUMOHHBIX METOAOB MPaBOBOrMO pery-
MPOBaHUS B BWAE 3aMpeToB, [L03BOJEHWUN,
0643bIBAHNI HE MOXET B MONHOWN Mepe YA0B-
NETBOPUTL MOTPEBHOCTM B PEeryanpoBaHum
Takom cneunduyHon v AMHAMUYHO pa3Bu-
BaOLLEACS Hay4yHOM cdepbl, Kak FeHOMHbIe
nccnenosaHuns. CooTBETCTBYIOLLEE PEryanpo-
BaHME MOXET HOCUTb KOMM/EKCHbIV XapaKTep,
BK/ItOYATb HE TONbKO MPaBOBble, HO U 3TUYe-
CKMe ¥ MOPaibHble HOPMbI, C OAHOW CTOPOHSI,
a C Apyroit — 6bITb JOCTATOYHO TMBKUM 1 AN-
HaMUYHbIM, UTOBbl CBOEBPEMEHHO OTBEYATbH
Ha BO3HMKAlOLLME BbI3OBbI, CBSI3aHHbIE C re-

HOMHbIMW UCCNEA0BAHMUAMM W UCMONb30Ba-
HMEM UX pe3ynsTaToB.

HeobxoAMMOCTb MPUMEHEHNS  KOMMNEKC
HOTrO MOAX0AA K PeryanpoBaHuio obycnosne-
Ha cneayoLLmm:

— UCTOPUYECKIN PeryMpoBaHme Kaknx-nmbo
OTHOWeEHMI 10 GOPMUPOBAHMS MPaBOBOrO
peryinpoBaHuns oCyLLEeCTBASNOCh C UCMOb30-
BaHMEM 3TUYECKMX U MOPaibHbIX HOPM;

—TaKyto CUTyaumio, T.e. OTCyTCTBME ChHopMU-
pPOBAHHOTO MPaBOBOrO perynmpoBaHus OTHO-
WEHNI, MOXHO HabnoaaTb 1 B chepe reHom-
HbIX MCCNea0BaHMI.

Bonpocamu aTMKK npv NnpoBeaeHUn nccne-
[IOBaHWA B pamkax MeAWUMHCKON reHeTukn
[IOCTATOYHO akKTWMBHO 3aHMMAIOTCH MeXayHa-
POAHblE OpraHu3aumun, B YacTHocTM Bcemup-
Has opraHmsaumsg sapaBooxpaHeHus (BO3).
Tak, Hanpumep, B pamkax BO3 6bian paspa-
60TaHbl TakMe AOKYMEHTHI, Kak «PyKOBOACTBO
Mo 3TMYeCcKMm BOMpocam B MeAULMHCKOW re-
HeTuKe W NpefoCTaBAEHNN FreHeTUYeCKnx yc
nyr» (Wertz et al., 1995) n «O630p 3THUeCKMX
npobaemM MeAWUMHCKOW FEeHEeTUKM: A0KAaf
KoHcynbTaHToB BO3» (Wertz, Fletcher, &
Berg, 2003) , «[lpeanaraemblie mMexayHapoa-
Hble pekoMeHAauMn Mo 3TUYECKMM BOMpPO-
cam MeAMUMHCKONM FreHeTUKM U reHeTUYeCKmX
ycayr: otyeT coBellaHns BO3 no atuyecknm
BOMpPOCaM MeANUMHCKOW reHeTnku, )KeHesa,
15-16 nekabps 1997 r»°

B pokymeHTax BO3 chopmynnpoBaHbl 06-
e 3Tmyeckme MNPUHUMALL MeaNUMHCKIIA
reHeTUKM: yBaXKeHve NMYHOCTYH, Nob3a U He-
npuYMHeHne Bpefaa, B3BELIEHHOCTb U chpa-
BEAMBOCTb. [1pn 3TOM 6OAbLIOE BHUMaHME
yAeneHo Bonpocam MHPOPMMPOBAHUS y4acT-
HWKOB reHeTM4Yeckoro MccnefoBaHus W 3a-

® World Health Organization (WHO). (1997). Proposed international guidelines on ethical issues in medical genet-
ics and genetic services : report of WHO meeting on Ethical Issues in Medical Genetics, Geneva, 15-16 December
1997. Available at: https://apps.who.int/iris/handle/10665/63910
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WMTbl FeHeTUYeckon UHGopMauun, B Ynucie
KOTOPbIX MHPOPMMPOBAHHOE cornacue, npa-
BO Ha obpallieHne 3a nHdopmaLmei, nosHoe
pacKpbITMe MHPOpMaLMK, 3aWmnTa KOHOUAEH-
UMaNbHOCTU 1 yBaXkeHWe Npas AeTel 1 B3poc
JIbIX MpV NPOBEAEHUN TeHeTUYeckoro TecTu-
poBaHus (Pacconos v ap., 2019).

Ong  GopMmMpoBaHMS  aLeKBATHOIO KOM-
MAEKCHOTO PEeryanpoBaHnsg HeobXxoanmo Ha-
NpaBuTb YCUANS U Ha pa3pelleHune CyuHoCT-
HbIX 3TUYECKMX NPOBAeM B ykasaHHON chepe
06LLECTBEHHbIX OTHOLLEHWIA.

MpeacTaBngeTcs, uTo 3Thyeckne npobne-
Mbl, KOTOpble BO3HMKAlOT B XOAE WCMONb30-
BaHWS reHOMHbIX TEXHONOTMIA 1 NpoBeAeHMs
FTEHOMHbIX MCCNeN0BaAHWA, MOXHO pa3aennTb
Ha cneaytoLLme pa3HOBUAHOCTM:

— 3Tuueckne npobaembl MOAyUYeHMs 3Ha-
HWiA, T.e. NPOBEMbI, CBA3aHHbIE CO 3HAHMEM,
C noayyeHnem HOBOW MHBOpmauumu, ceene-
HWIA, AaHHbIX, C GOPMYNTMPOBAHMEM HOBbIX
KOHLENLUWIA TEOPUIA N TOMY NOA0GHOE;

— 3TUYeckme NpobaemMbl NMPUMEHEHMS 3Ha-
HWiA, T.e. NpoBAEMbI, CBS3aHHbIE C NpUMeHe-
HMEM 3HAHWW, T.e. C KOHBEpCHen TeopeTnye-
CKOr0O 3HaHWMg B MpaKTUYeCcKyr MA0CKOCTb,
GOPMMPOBAHMEM HOBbIX HaBbIKOB, YMEHWIA,
BO3MOXHOCTbIO C MCMOAb30BAHMEM BCETO Bbl-
WweyKa3aHHOro M3MeHATb OKpy>Katoulyto Aen-
CTBUTENBHOCTb, UCMPaBAaTh 06bEKTHI, CO3Aa-
BaTb HOBblE O6BEKTI, N Tak Aanee;

— 3Tuyeckne npobaembl noTpebneHns pe-
3yNbTaTOB MPUMEHEHUS 3HAHWIA, T.e. Npobie-
Mbl, CBS3aHHble C MOBeAEHWNEM OTAENbHbIX NH-
NVBWAOB, COLUMANbHbIX FPYNM, BO3HMKalOWLMNE
npy NOTPebAEHUN pe3ynsTaToB MPUMEHEHNS
3HaHWIM, HABbIKOB U YMEHWI.

Bo Bcex ykasaHHbIX pa3HOBMAHOCTAX 3TU-
UeCcKux Npobiem, KOTOpble BO3HMKAIOT B XO/€e

NCMONb30BAHUS TEHOMHbIX TEXHOMOTUIA 1 NPO-
BELEHMS TEHOMHbIX MCCNeL0BaAHMM, A TakXke,
BEPOSATHO, B 3TMUECKMX Mpobiemax, BO3HW-
KalowWwmx 1 B Apyrux chepax 0bLLeCTBEHHbIX
OTHOLLIEHWA, MOXHO 0603HaUUTL CaeayioLne
OCHOBHblE BOMPOCHI, OTBETbl Ha KOTOpblE
dopmupytoTcs 6narogapa NPUMEHEHWIO KOM-
MNEKCHOTO PerynaTopa, COAepXallero caemy-
ouMe 3TuYeckme CocTaBasolmne:

— KakoBbl Mpenenbl, rpaHuLbl OCyUWecT-
BEHMA KaKUX-TMBO AeACTBWIA (Hanpumep,
HACKONbKO [a/leKO MOXHO 3aiTu B MO3Ha-
HWUKM, B peanvsauuy 3HaHuii, B noTpebeHnm
pe3ynsLTaToB WCCNefoBaHWUiA), onpeaeneHune
3TUX MpeaenoB W rpaHul, obecreyeHne ux
cobnoferns. YkasaHHble BOMPOCbI  MOryT
paspellaTbCs COBEPLIEHHO MO-pa3HOMY B 3a-
BMCMMOCTI OT TOTO, B KAKOM rOCyAapCTBe OCYy-
LLEeCTBASETCS perynmpoBanue. Tak, Hanpumep,
B BennkobpuTaHunm 3anpeLieHo nposeaeHne
Kakux-1Mbo MccnefoBaHuii ¢ 3MBpUOHaMM
no MUcTeueHUn nepebix 14 AHel’, a B AnoHun
6bII0 AHOHCMPOBAHO paspelleHne peaakTun-
POBAaHWS 3apO/bILLIEBOV JIMHUM HE3ABMCUMO
OT CPOKa, HO TONbKO B WCCNAEA0BATENbCKMX
Lensx, He AOMycKaeTcs TONbKO Takoe pefak-
TUPOBAHME B LENSX penpoayKumM YyenoBeka
(Cyranoski, 2018);

— 6anaHc WM COOTHOLLEHMWE: UHTEPECOB,
MPUHUMMNOB, MPaBOBbIX U COLUMANbHbIX MHCTU-
TYTOB; BOMPOCOB, HAMNpPaBNEHHbIX Ha onpeje-
JIeHNe, HanpuMep, YTo BaxKHee, npasa Yeso-
Beka MnM ceoboaa HayuHbIX WCCAeA0BaHWA,
CTabUNBHOCTL WAM MPOrpecc, WHTepechl Of-
HOFO uenoBeKka UKW MHTEPEChl GOMbLIOA CO-
LUMANbHOW TPYMMbl, TOCYAapCTBa W Tak Aaee.
I 3T BOMPOCHI TakXXe paspelatorcs B Ha-
CTOSILLEE BPEMS HEOLHO3HAYHO B Pa3NNYHbIX
cMcTeMax MnpaBoOBOro  perynimpoBaHung. Tak,

7 Legislation.gov.uk. (1990). Human Fertilisation and Embryology Act1990. Available at: https://www legislation.gov.

uk/ukpga/1990/37/contents
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Hanpumep, «KoHBEHUMS O 3awuTe Npas ye-
JIOBEKA W YeNOBeYEeCKOro AOCTOMHCTBA B CBS-
31 C MPUMEHEHWEM AOCTUXKEHUI BUONOMMK
N MeANUMHBI»® yCTaHaBAMBAET B CT. 2, UTO UH-
Tepechl U 61aro oTAeNbHOTO YesioBeka npesa-
NIMPYIOT Haj MHTepecamu obLecTBa Wan Hay-
KW, a, B Kntae rocynapcTeo AnlWb 3anpeutaer
CNO/b30BaHNE SMBPUOHOB B KOMMEPUECKMX
uenax (Jlanaesa, 2020);

— obecneyeHre BO3MOXHOCTU ANs Kax.ao-
ro MHAMBMAA, COUMANbHOW rpynnbl caenaTb
0CO3HAHHbIV BbIGOP B TON MM UHOM CUTYaLLMK
(3aecb npexje BCEro MOXHO rOBOPUTb O BO-
npocax, CBA3aHHbIX C MHGOPMUMPOBAHHBIM CO-
rnacuem, Ho B 3Ty e cdhepy nonaatoT Bonpo-
cbl cBOBOAbI MHGOPMALLMK, CBOBOALI BbibOpa
1 06ecneyeHns 3Toin CcBo6OAbI).

B perynvpoBaHuu NnpuMeHeHUs reHOMHbIX
TEXHONOIMIA, NPOBEAEHUN TFEHOMHbIX (reHe-
TUYECKMX) MCCNefoBaHWn MOXHO BblAENTb
Tak>XXe 1Ba OCHOBHbIX HanpaBieHus:

— obecreyeHne 6asbl, dyHAAMEHTA peryau-
pOBaHMsg — peyb naeT 0 GOpMUPOBAHNN MPUH-
LMMOB U HOpM, 6a30BbIX NPaBWA MOBEAEHMS,
bOpMMPOBaHMS KapKaca perynmpoBaHus;

— obecneyeHne pelleHns BONpOCoB B AMHa-
MUKe —T.e. paCCMOTPeHMe 1 NpeaoXeHne Ba-
PVAHTOB pa3pelleHns KOHKPETHbIX CUTYyaLWi,
BO3HMKAIOLWLMX MPW MPOBEAEHVN TEHOMHbIX
nccnefoBaHUi 34ech v cervac.

MpeactaBnsercs, Yto ang GOpMUPOBaAHMS
KOMM/IEKCHOro peryinpoBaHvs v paspelle-
HWS BOMNPOCOB MO HaNpaBAeHMIM, yKa3aHHbIM
Bbile, MOXET BbITb CHOPMMPOBAH MEXAHW3M
PErynmpoBaHnsg NpUMEHEHUS TEHOMHbIX Tex-
HOMIOTUIA N MPOBEAEHNS TEHOMHbIX MCCneno-
BaHWI, KOTOPbIA MOXET COCTOATb U3 TPEX OC-
HOBHbIX 91EMEHTOB:

— HOpMaTMBHOE perynupopaHue, T.e. Ha-
INYMe KOMMeKca HOPM Pas3fMYHON Npupo-
[lbl, B TOM UYKC/IE MPaBOBbIX HOPM, 3TUUECKMX
HOPM;

— Hanmune 3GPeKTUBHO QYHKLMOHMPYHO-
WMX OPraHM3aUMOHHBIX CTPYKTYp, Leblo
KOTOpbIX OyAeT aBASTbCS pelieHne  KOH-
KPETHbIX TaKTUYEeCKUX W CTpaTernyeckmx
BOMPOCOB Pa3BuTUs W QYHKUMOHMPOBAHNMS
COOTBETCTBYIOLLIEN OTpacau, Npu 3TOM YyKa-
3aHHble OpraHv3aLUMoHHbIE CTPYKTYpPbl MOTyT
ObITb Kak Myb6ANYHO-NPABOBbIMM, CBA3AHHbI-
MW C TrOCyAapCTBOM, Hanpumep pasjMyHoro
pojia rocyaapCTBEHHble areHTCTBa, CIyXObl,
BEIOMCTBa, Tak M He CBS3aHHbIMK C rocyaap-
CTBOM ¥ OMOCPeAyHoLIMe pasnyHble WHCTH-
TyThl rpaxJaHckoro obllectsa WM npea-
CTaBnstouye onpeaeneHHble CoU HaceneHus
WAW COUManbHble TPyMMbl, HANPUMeEp pa3iny-
Hble camoperynnpyemble opraHusaumm, npo-
dbeccroHanbHble accoumaunm  MeanUMHCKUX
pabOTHUKOB, NALMEHTCKME OpraHM3aLUmnm 1 Tak
nanee. Hemanyto posnb B yKazaHHOWM CTPYKType
MOTYT UrpaTh 1 3TUYECKNE KOMUTETbI;

— Haanexaumm obpasom paboTatouime
Npouecchl  B3aMMOAENCTBUS  OpraHu3alu-
OHHbIX CTPYKTYp ¥ Cy6GbEKTOB OTHOLLEHWA
B paccmaTpvBaemoit 061acTv 06LLEeCTBEHHbIX
OTHOLEHWI.

Mpw 3TOM HeobX0AMMO YCTaHOB/EHWE [0-
CTaTOYHO YETKMX W pa3paboTaHHbIX HOPM
B MO3MTUBHOM MpaBe, B TOM YUC/E ¥ Ha YPOB-
He MeX/yHapoAHOro mpaa W npaBa Mex-
rOCYAapCTBEHHbIX  MHTErPaLUMOHHbIX  0bpa-
30BaHWin, HEOBXOAMMO WCMONb30BaHNE CUM-
6MOTUYECKOrO  perynsatopa,  BK/KYAKOLLEro
Kak MpaBOBble HOPMbl, Tak M HOPMbI WMHOM

¢ KoHBeHLM 0 3aL1Te Npas 1 AOCTOMHCTBA YENOBEKA B CBA3M C MPUMEHEHNEM AOCTUXKEHWA GUONOTN U MEANLMHDI:
KoHBeHUMa 0 npasax yenoseka u 6uomeanumte. OBbeao, 4 anpens 1997 roaa. Pexxum goctyna: https://rm.coe.in-

t/168007d004
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coumanbHOM NPUPOALI, @ UMEHHO MOpajbHble,
3TUYECKME HOPMBI.

HeobxoaMmo  oTMETWTb, u4TOo paboTa
MO CO3AaHMI0  3TUKO-MPABOBbLIX PEryasaTo-
POB TFEHOMHbIX WCCNEeNOBaHWI U TeXHONo-
T yXe HeCcKoNbko AecaTUNeTuin BeaeTcs
B cTpykTypax OOH, B HaAHaUWOHaNbHbIX
opraHax perMoHanbHoro maciitaba, B Mex-
[NlyHApOAHbIX HeNpaBUTENbCTBEHHbIX oOpra-
Hu3aumax v T.4. (Jlanaesa, 2020). OgHako
[0 HacTOSLLErO BpeEMeHM Kakoro-nnbo npu-
eMNIeMOro pesyabtata MnofobHoi  paboThl,
K coxaneHuto, He nonydero. OBycnoBneHo
3TO NpeXAe BCero 4pesBblyaiiHON CAOXKHO-
CTblO M KOMMMEKCHOCTbIO MpeameTa pery-
NIMPOBaHNS, KOTOPbIA MpeacTaBageT coboin
coeAMHeHne ¥ B3aMMOMNPOHUKHOBEHMWE pas-
JIMYHOTO poja OBLLECTBEHHbIX OTHOLWEHUI,
CTONKHOBEHME 1 6opbby pasnnyHoro poaa
NHTEPECOB pa3HbIX COUMAIbHBIX TPy, a Tak-
Xe MHAMBUAYaNbHbIX UHTEPECOB. TeM He me-
Hee B MPaBOBOMN AOKTPUHE LenecoobpasHo
npeanpuUHUMaTL MOMbITKK CHOPMYNMpOBaTh
noAXoAbl N0 GOPMUPOBAHMIO TAKOTO CUMBUO-
TWUYEeCKOro perynsatopa.

CofepxaHue yKasaHHOro cumbuoTnue-
CKOro perynatopa BK/uaeT B ceba pas-
JINYHbIE JOMONMHAOWME APYT ApYyra METOAbI
BO3AEWCTBMS U pEeryavpoBaHus B 3aBUCUMO-
CTV OT cneunduKn OTAENbHbIX BKAOUYEHHbIX
B Hero perynatopoB. OueHb BaXXHO OTMe-
TUTb, YTO CUMBUOTUUYECKWIA perynaTtop — 370
He TONbKO COBOKYMHOCTb PEryasSTOPHbIX HOPM
pa3IMYHOM NPUPOAbI. TakoM perynsaTop BK/O-
uaeT B ceba 1 onpeaeneHHble MeTofbl pery-
AnpoBaHus. MoMMMO BCEro NpoYero, B Yactu
HOpMMpPOBaHKA, NPUMEHEHUS 1 obecnevyeHns
peanmnsaLmm 3TUYeCKnX HoOpM HOMbLLIOE 3Haue-
HWE NMEIOT 1 BOCMUTaHWe, 06pa3oBaHue, npo-
cBelleHmne, cnocobbl GOPMUPOBAHUA Y NUHO-
CTW Haanexallmx npeacTaBAeHWin 0 NpaBmaax
noBeAeHWs B TOM UAN MHOW CUTYaLMN.
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HeobxoanMmo 06paTuTh BHUMaHMWeE, UTO
MO OTAE/IbHOCTU Ceiyac CyLLeCTBYIOT B Kaye-
CTBE PErynqTopoB W MpaBoBOE Perynmposa-
HME, U 3TUYeckue, MopasibHble HOpMbl. Ho
OHWM CYUWLECTBYIOT MMEHHO MO OTAE/bHOCTH.
Yuntbigas xe cneunmduky npeamera pery-
JIMPOBAaHWA, KOTOPLIA coueTaeT B cebe COBO-
KYMHOCTb pasinyHbIX BOMPOCOB U Npobnem,
NpeLCcTaBNfeTCS, UTO HaJexallee peryanpo-
BaHMe Takmx 06LL,ECTBEHHbIX OTHOLWEH NI BO3-
MOXHO TOMBKO C WUCMONB30BAHNEM KOMMIEKC
HOro peryngatopa, CoeauHsiollero B cebe
HOPMbl  Pa3/IMYHOM COUMANBHOM MPUPOLbI,
BO3/ENCTBME KOTOPbIX MPEeAnONOXUTENbHO
MOXET bbiTb HoNee AeNCTBEHHLIM 3a CUET Ch-
HepreTnyeckoro sgdexTa 1 KOHBEPreHunn.

O6beKTUBMPOBAHME YKA3aHHOTO peryns-
Topa BO3MOXHO B MHOroo6pasHbix Gopmax,
BKJ/ItOYAS PA3/IMYHOrO poAa STUHECKUE KOLEK-
Cbl, GOPMMPOBAHME YCTONABLUMXCS Npueme-
MbIX NMPaBW/ NMOBEAEHUS Y HOPM, NMYCTb AaXe
He Bblpa>kKeHHbIX B HEKMX MUCAHbIX AOKYMEH-
Tax, POpMUPOBAHME B OTAENbHbIX TMYHOCTSX
M B OOLLECTBEHHOM CO3HaHWM MpeacTape-
HWU O HaZNexXallem UK HeHagaexallem no-
BeAeHUN.

YTo KacaeTcs mecTa CUMBUOTMYECKOrO pe-
rynaTopa B CUCTEME METOLOB perynpoBaHus
06LWECTBEHHbIX OTHOLIEHWI B ChEpe HayUHbIX
NCCNef0BaHMI, ero COOTHOWEHMS C APYTUMHM
MeToLaMy PerynmpoBaHus, TO MpeacTaBns-
eTCs, UTO CUMBUOTUUECKUIA perynatop 60/b-
Wwe TgroteeT K Metoaam, COOPMUPOBAHHbLIM
B pamKax MArkoro npasa. Ho mexay Tem
B CMAY KOMMIEKCHOrO XapakTepa oH obnaja-
€T 0CTaTOUYHOW TMOKOCTbHIO, C OAHOW CTOPOHbI,
N B CUAY HANMYNS B COCTABE HOPM Pa3/IMYHOM
NpVpPOAbI, B TOM YMCAE N NPABOBbIX, — OCTaA-
TOYHbIM MOTEHUMAIOM BO3LEACTBUS HA CO-
OTBETCTBYIOLLME OOLLECTBEHHbIE OTHOLWEHWA
C uenblo obecneuntb 3GGEKTUBHOCTL MX pe-
TYIMPOBaHUS W AOCTVXEHWs BanaHca MHTe-
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pPeCcoB WHAMBUAOB, Pa3NUHbIX COLMANbHbIX
rpynn 1 obLecTsa B LeaoMm (rocyaapcTsa).

CoumanbHag NoTpebHOCTb B HAMUNK UMEH-
HO TaKoro perynsTopa obyc/oB/ieHa CyLUHOCT-
HbIM M3MEHEHWEM OBLLECTBEHHbIX OTHOLLEHMI
B LE/IOM, BK/ItOUAS O6LLLECTBEHHbIE OTHOLLIEHUS
B chepe reHOMHbIX WCCNeA0BaHWi, xapakTe-
pu3yemblx 6oMblier AUHAMUYHOCTBIO, 6O/b-
LWeR rmbKoCTbo, BOMbLLIEN, C OAHON CTOPOHbI,
VHAMBWAYaNM3aUMeER,  KOpNycKynspusaumen,
a C Ipyroi CTOpOHbI — Bonbleit rmobanvsaum-
e, yBeNNUEHNEM BAMAHUA Pa3/IUUHbLIX COLIW-
a/bHbIX FPYNM, TEHAEHLWIA, TEUEHWIA.

TexHonorusa 6/10KYEiiH KaK 3/1eMeHT
MeXaHUu3Ma peryimpoBaHusi FTeHOMHbIX
uccieg0BaHuUM

[pYMeHNTENbHO K AMHAMUYEeCcKkol cOoCTaB-
NAOLLEV PETYNNPOBAHWS, T.e. K pa3peleHnto
KOHKPETHbIX BOMPOCOB B paMKax KOHKPETHbIX
CUTyauuit, OAHUM W3 31EMEHTOB peryampo-
BaHUS rEHOMHbIX UCCAEL0BAHNA MOXET BbiThb
TEXHONOrNA BAOKYENH.

Ans obecneveHns Haanexallero peryau-
POBaHNA OBLLECTBEHHbIX OTHOLLEHUIA, COBAIO-
AeHns banaHca MHTEpecoB HEOBXOAMM 3acy-
KUBAKOWMI LOBEPUS HALEXKHbBIA MEXAHM3M,
KOTOPbII 6bl NO3BOIMA ONEPATUBHO paspellaThb
BO3HMKalOWME BOMPOCH M MNPOTMBOpEYMS
KaK 3TUYeCKOoro, Tak U MpaBOBOro XapakTepa.

TexHonorna 6aokueinH kak obnagatouias
YHUKQNbHbIMK XapakTepucTuKamm MOXET §B-
NATbCSH BaXHbIM 6A30BbIM 31EMEHTOM Takoro
MexaHM3ma, Mpuyem 3Ta TEXHONOTUS MOXET
NMPUMEHSATBLCS B KAXKA0M 13 YacTen yKa3aHHOro
MexaHW3ma: B pamkax HOpMaTUBHOrO peryau-
pOBaHWS, B paMKkax rocyaapCTBeHHOro ynpas-
JIeHNs ¥ B pamKax MpOLEcCOB B3anMMOAei-
CTBUSA CYOLEKTOB OOLLECTBEHHbIX OTHOLIEHWIA.

OTMETUM, UYTO TexHoNorMsa 6a0KUYEeRH MO-
XET 6blTb MCMONb30BAHA 1 KAk CBOEro poja
[loBepuTeNbHAA cpeda, B pamKkax KOTOpOW

OCYLLECTBASIOTCA 1 MPOTEKAKT COOTBETCTBY-
foLLMEe MPOLLECCHI, HAMPUMEP OCYLLECTBAAETCS
0bmeH MHpopmaLmen nanm obcyxaeHue Ka-
KOro-nMbo BOMpOCa, XpaHeHue onpeaeneH-
HbIX JaHHbIX. TexHonorus 6a0KYenH MoXeT
ICMOMb30BaTHCA U KAk CBOETO poAa CPeacTBo,
MHCTpyMeHT — obecrieyeHns  6e3onacHoCTy
M 3aUMLIEHHOCT 0bMeHa  MHpopmalmen
B pamKkax peryanpoBaHuns 0bLEeCTBEHHbIX OT-
HOLLEHWI, obecnederns banaHca UHTEPECOB.
Peanns3oBaHHag B pamkax TEXHONOMMWU GOK-
UeiH BO3MOXKHOCTb MCMOMb30BaHUS Tak Hasbl-
BaeMbIX CMapPT-KOHTPAKTOB, KOTOPbIE 3a4acTy0
onpefenaTca Kak Habopbl MHCTPYKUMIA, Npu-
MEHSEMbIX MpW COBMOAEHUN ONpeaeneHHbIX
YCNOBWIA, MOANMHHOCTb, OCHOBaHMS MNpUmMe-
HEHUS U NOTPEBHOCTU KOTOPbIX MOTYT BbiTb
cobntogeHbl 1 oaobpeHbl Kaxabim (Ozercan
etal, 2018), MoryT ObITb UCMONB30BaAHbI Kak Me-
TOAONOTMA  paspeLlieHns OnpeaeneHHbIX BO-
NPOCOB, BO3HMKAIOWIMX B XOE TEHOMHbIX WC-
cnefoBaHuin. Kpome Toro, ¢ UCNOb30BaHMEM
TEXHONOTMM BAOKYEH BO3MOXHA pa3paboTka
MHQOPMALMOHHBIX CUCTEM paspeLleHuns cro-
POB 1 MPOTUBOPEUNI, BOZHWUKAKOLLMX MEXY
Cy6bekTaMn  COOTBETCTBYIOLMX  OTHOLLEHUIA,
uTo TaKkxke 6yneT cnocobcTBoBaTh obecrneve-
HUIO HAANEXaLlero peryanpoBaHmns 1 cobio-
AeHns 6anaHca MHTepecoB B yKasaHHoR chepe.

3ak/ioueHue

[eHOMHble uMCCnefoBaHMs Kak HocsLime
OYEBMAHO MEXANCLUUAAVHAPHBIA XapakTep
1 Tpebytolime KOHBEPreHUMN HECKOIbKMX
HayK, Hampumep MeauLuHbl, BUonorum, Xiu-
MUK, UHOOPMATUKK, QUNKK, FGBASIOTCH Sp-
KUM CBWUAETENbCTBOM MMEHHO HOBOMO YPOB-
HS pa3BUTUS HayKW, SBAEHUS «MeTacaneHcs.
Cneumdunka OTHOLIEHWNA, CKAAAbIBAIOLLMXCS
B chepe reHOMHbIX CCNef0BaHMIA, MO3BONSET
NpeanonoXmnTb HEOOXOAMMOCTb KOMMIEKCHO-
rO WX PEerynnmpoBaHus C NPUMEHEHWEM CUM-
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6MOTUYECKOrO  peryndatopa, BK/KuYalolWero cneyeHve 6asbl, dyHAaMeHTa peryanposa-
B ce65 He TONbKO NPaBOBble HOPMbI, HO U PEry-  Hg, T.e. CBOEro poAa CTaTukW peryanpoBaHung,
NSTOPHbIE HOPMbI MHOM MPUPOAbI, HAMPUMEP  C OAHOW CTOPOHbI, W 0becneyeHne pelleHus
3TndYeckme, BO3AENCTBME KOTOPbLIX MPeAnoao- BOMPOCOB, BO3HMKAOWMX B chepe reHOMHbIX
XUTENbHO MOXET BbiTb 6oNee AENCTBEHHbIM — WCCAEA0BAHMIA B AMHAMUKKe — C ApYyroi. Bax-
3a CYeT CUHepreTMyeckoro aspdekTa n KOHBEP-  HOW YacTblo MOCAefHel, ANMHAMUYECKOW, CO-
reHumun. Mpu 3TOM B peryavpoBaHuM MOXHO — CTaBASIOWEN PErynMpoBaHns MOXET SBAATb-
BbIAENTb [Ba OCHOBHbIX HaMpaBAeHWa: 0be- g UCMONb30BaHNE TEXHONOMUM BAOKUENH.
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AHHoOTauums

B naHHOI cTaTbe aHaAM3MpyeTCs NpaBOBOE peryavpoBaHue nateHToBaHUS pesysib-
TaTOB FrEHOMHbIX MCCNeA0BAHMIA Ha MEXAYHAPOAHOM, PErMOHaAbHOM WU HalMOHab-
HOM YPOBHAX. ABTOPbI BbIAENSAIOT KOHKPETHbIE HANpPaBAEHWS OXPaHbl aBTOPCKMX Npas
pe3y/nbTaToB reHOMHbIX MCCAeL0BaHMIA Ha MEX/AYHaPOLHOM U PervoHalbHOM ypOB-
HAX (Hanpumep, B pamkax MHTerpauVoHHbIX OpraHmu3aLmnin), a Takxe akTyasbHble
NpaBoBble NPOBAEMbI, KOTOPbIE BCTPEUAOTCH B HALMOHAbHOM 3aKOHOAATE/IbCTBRE.
Ocoboe BHUMaHKe yaenseTcs aHannsy cyaebHon NpakTuku, UaCTpUpYoLLER npa-
Ba NMauMeHToB (A0CTYN K MHGOPMALMK, BO3MOXHOCTb MCMONb30BAHMS PE3yNbTaTOBR
FeHOMHbIX MCCNefloBaHWA U Ap.) M MpaBa YyYaCTHWKOB, KOTOpble MPOBOAAT reHOM-
Hble nccnenoBanng. CTaTbsd MOXKET BbiTh MHTEPECHA YUEHbIM-IOPUCTAM, NMPaKTUKaM
¥ cneumanucTam B 061acTvt UCCNEA0BaHMA TeHOMA YenoBeka, BuomeanLmHbl, 61o-
MHOOPMATUKM, MEANLVHbI, PENPOAYKLIMN YenoBeka 1 Ap.

KntoueBble cnoBa: Mex yHapoaHoe NpaBo, 3alimTa npas nauyeHToB, 3aliMTa aBTOPCKMX Npas, NaTeHTo-
BaHuWe, reHoMHble nccnenoaHua, IHK, eponeiickoe npaBo, MexayHapoaHble CTaHAapTbl
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Introduction

The rapid development of science and tech-
nology has opened up new opportunities for
advancing innovative methods of treating dis-
eases and improving the quality of life of ter-
minally ill patients. At the present time genetic
testing, screening, genetic data collection and
gene therapy contribute to timely diagnosis
and successful treatment, prevent the prog-
ress of disease, and can reduce the risk of hav-
ing an unhealthy child etc.
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Modern technologies allow for various
genetically related anomalies to be tested
not only before the onset of a pronounced
disease, but also in the absence of any dis-
ease markers (for many years before their
manifestation) and even before conception.
The broad options of using the results of such
research are not limited to medicine; they are
also of interest to researchers in the sphere
of agriculture, industrial safety, banking ser-
vices, etc.
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The technological leaps in the field of ge-
netics, as well as the surge of public inter-
est in this sphere have fostered the growth
of the state’s role in financing the genomic
research, as well as the number of private
investors interested in research and develop-
ment projects in the field of biotechnology
and pharmaceuticals.

The research methodology includes: dia-
lectical, logical, predictive methods, systems
and content analysis, statistical, comparative
and technical legal methods.

Legal framework at the international level.
General review

The issue being considered here is linked
to the correlation between the protection
of the commercial interests of scientists in-
volved in genomic research and the protec
tion of the rights of patients.

Patents provide a way of protecting
the commercial interests of genomic re-
search participants. The ability of modern
patent law to adapt to new genomic tech-
nologies and ensure proper legal regulation
remains controversial.

A patent is a document issued by a spe-
cialized body that restricts other interested
parties in the production, use, sale, import
of the invention claimed in the patent. This
right is enforced by national courts. A patent
provides the right to legal protection to its
owner against any person desirous of repro-

Regional and National Level

ducing, using or selling the invention without
permission.

On the one hand, patenting and trade,
including international trade, facilitate
the transfer of technology and the commer-
cialization of genomic research. On the other
hand, it can lead to a number of violations
of fundamental human rights.

The aim of the Council of Europe Conven-
tion for the Protection of Human Rights and
Dignity of the Human Being with regard
to the Application of Biology and Medicine'
is ‘to protect human dignity and fundamen-
tal human rights and freedoms with regard
to the applications of biology and medicine’.
The participating States agree to ‘protect
the dignity and the identity of all human be-
ings’, and the Additional Protocol of No-Clon-
ing” states that ‘the deliberate creation of ge-
netically identical human beings is contrary
to human dignity and thus constitutes an
abuse of biology and medicine’.

It is assumed that the dignity of the first
clones cannot be adequately protected, since
they would be subjected to undue public
scrutiny, contempt or other negative treat-
ment.

The right to protect the genetic informa-
tionofanindividual asa partof personal data
includes: compliance with measures to pro-
tect against disclosure of relevant informa-
tion by per-sons who have access to genomic
information; admissibility of collection, pro-

" The Convention for the Protection of Human Rights and Dignity of the Human Being with regard to the Applica-
tion of Biology and Medicine: Convention on Human Rights and Biomedicine ETS N 164 (adopted by the Committee
of Ministers of the Council of Europe on November19,1996). Available at: http://www.spbraaci.ru/files/164 CE Con-

vention_eng.pdf

z Additional Protocol to the Convention for the Protection of Human Rights and Human Dignity in Relation
to the Application of Biology and Medicine, Concerning the Prohibition of the Cloning of Human Beings ETS N
168 (Paris, 12 January 1998). Available at: https://www.insdip.com/wp-content/uploads/2020/12/Additional-Proto-

col-on-the-Prohibition-of-Cloning-Human-Beings-Convention-for-the-Protection-of-Human-Rights-de-1998.pdf
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cessing, storage of the specified information
(Kubyshkin, 2021).

Non-discrimination and equal protection
are enshrined both in acts developed with-
in the framework of the UN, the European
Union and the Council of Europe. Discrimi-
nation may occur when carrying out genetic
testing or screening, the results of which may
dissuade employers from hiring an applicant
forajob, lead to the dismissal of a previously
hired employee, or cause insurance compa-
nies to refuse an insurance contract (or offer
less favorable conditions) because of the test
results.

There are also cases of positive discrimina-
tion. This may happen when a child subject
to genetic manipulations receives advan-
tages as a result of the intervention. He or
she may become endowed with new quali-
ties or may develop certain abilities (e.g. he
or she may become more intelligent or re-
ceive certain creative abilities, etc)). The ban
on discrimination puts him or her in a more
advantageous position compared to a person
who has not been subjected to such manip-
ulations.

At the international level, there are a num-
ber of different approaches to the percep-
tion of the human genome. The United
Nations Educational, Scientific and Cultur-
al Organization describes the human ge-
nome as the ‘common heritage of mankind.
The principle of this approach is to preserve
the human genome as a separate species
which means the inadmissibility of changing

the genome. Maintaining the balance be-
tween the interests of society and the indi-
vidual and freedom of scientific research en-
tails a number of exceptions, the central idea
of which is a prohibition of any modification
in the genome of any descendants.

Similarly, the scientific community have
varying attitudes towards the possibility
of patenting both the genes, processes and
results of genomic research.

The main international acts governing
the rules for granting patents are:

—1970 Patent Cooperation Treaty®. This Treaty
establishes the International Patent Cooper-
ation Union and defines the global practice
according to which a patent application filed
in onejurisdiction can be processed in others.
Rules 5 and 13 of the Instructions to the Pat-
ent Cooperation Treaty contain the following
provision: if the international application in-
cludes disclosure of nucleotide and/or amino
acid sequences, the description must insert
a list of these sequences. Rule 9 establishes
the limitations under which the internation-
al application should not contain provisions
contrary to morality and public order (Erst-
ling & Boutillon, 2005).

— The Agreement on Trade-Related Aspects of In-
tellectual Property Rights (TRIPS)*. This Agree-
ment stipulates that ‘patents should be avail-
able for any invention, whether products or
processes, in all areas of technology, provid-
ed that they are new, correspond to a certain
inventive step, have the possibility of indus-
trial application’. The document establishes

* [loroBop 0 nateHTHOI Koonepaunn (BawmnHIToH, 19 nioHa 1970 1) (NepecMoTpeHHbIn 28 ceHTa6ps 1979 T, u3me-
HeHHbI 3 dpeBpansd 1984 1. u 3 okTa6pa 2001 r.). Pexxum goctyna: https://base garant.ru/2540241/ (aata goctyna

10.03.2023).

* CornatseHue no TOproBbIM acnekTam npas UHTeNNekTyansHo cobcteeHHocTr (TPUMC) (BTO, Ypyreaickuin payHa
MHOFOCTOPOHHMWX TOProBbIX NeperoBopos, 15 anpens 1994 r.) (C M3MeHeHUaMu 1 JononHeHusmu). Pexxum gocTyna:
https://base.garant.ru/4059989/ (aata foctyna 10.03.2023).
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the possibility of patenting both the product
and the method of its manufacture. The ef-
fect of a patent for a method of manufactur-
ing a product extends to the product itself.
Within the framework of the Agreement,
special attention is paid to biotechnological
inventions, since at the time of its adoption,
attempts had been made to patent geneti-
cally modified foods, drugs and other medi-
cal supplies (Defossez, 2017).

There are a number of agreements
attheregional level. However, notall of them
establish a system which provides for effec-
tive protection of intellectual property rights.

In 1976, the African Regional Intellectual
Property Organization was established (until
2005 — African Regional Industrial Proper-
ty Organization). A distinctive characteristic
of way in which this matter was regulated
within the framework of this organization is
the consistent expansion of the range of pro-
tected objects. Initially, protection was grant-
ed only for inventions and industrial designs,
and then a utility model was added. Later,
the legal protection of trademarks and ser-
vice marks was introduced. It should also be
noted that the system of the African Regional
Intellectual Property Organization does not
provide for the issuance of a title of protection
valid on the territory of all participating States.

In 1993, the Agreement on Measures
to Protect Industrial property within
the Framework of the CIS was signed. In ad-
dition, the Interstate Council on the Protec
tion of Industrial Property was established.
The Eurasian Patent Convention was intro-
duced in 1994 which set up the Eurasian Pat-
ent Organization and simplified the issuing

Regional and National Level

of a patent. Individuals and legal entities ac-
quired the opportunity to protect the rights
to inventions on the basis of a single Eur-
asian patent, valid on the territory of all
states — party to the Convention. The Eur-
asian Patent Organization was set up to per-
form administrative tasks related to the op-
eration of the Eurasian patent system and
the granting of Eurasian patents. Russian is
the official language of the organization.

EU Law

The legal problem of patenting is consid-
ered within the framework of the European
Union. The European Patent Office was es-
tablished by the European Patent Convention
0f 1973°. Certain states outside the European
Union also participate in the Convention
(e.g., Switzerland, Turkey, Norway). The Euro-
pean Patent Office may issue a patent valid
inthesignatorystates, butthese patentsmust
also be officially recognized by the Member
States at the national level and are subject
to protection within the national jurisdiction.
Article 53 of the European Patent Convention
contains provisions according to which meth-
ods of therapeutic and surgical treatment
of a human or animal and methods of med-
ical or veterinary diagnostics are not consid-
ered industrially applicable inventions.

Due to a number of difficulties in obtain-
ing patents in accordance with the European
Patent Convention (in particular, a complex
and expensive translation procedure, the im-
plementation of judicial protection in nation-
al courts, etc) (Ellyne, 2014), the Commission
of the European Union proposed the intro-
duction of a unitary European patentin 2000.

> KoHBEHWUMA O BblAaye eBpOMnenckux nateHTos. Pexxium goctyna: https://rospatent.gov.ru/content/uploadfiles/exhi-

bition_corr_ormatted.pdf (nata goctyna10.03.2023).
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Afterlengthy discussions, the following docu-
ments were adopted: Regulation of the Euro-
pean Parliament and of the Council of the EU
No. 1257/2012 implementing enhanced coop-
eration in the area of the creation of unitary
patent protection® and Council Regulation
No. 1260/2012 implementing enhanced
cooperation in the area of the creation
of unitary patent protection with regard
to the applicable translation arrangements’.
The signing of the Agreement on the estab-
lishment of a Unified Patent Court on Feb-
ruary 19, 2013° was one of the final steps to-
wards the creation of a uniform mechanism
for obtaining and protecting patents within
the EU.

Of special interest is the European patent
application 0 169 672 published on January
29,1986. This relates to a method for obtain-
ing a transgenic animal (rodent), the germ
and somatic cells of which contain an acti-
vated oncogene sequence. The method for
obtaining a transgenic animal involves intro-
ducing an activated oncogene sequence into
the animal’s genome’.

Initially, the Examination Division rejected
this application since the invention did not
meet the requirements of the European Pat-
ent Convention. Pursuant to Article 53, Eu-

ropean patents are not granted for varieties
of plants or animal breeds, or predominantly
biological methods for breeding plants or
animals and inventions, the commercial ex-
ploitation of which would be contrary to pub-
licorder or morality.

Nevertheless, the Appellate Chamber
issued a judgment to grant a patent. This
judgment plays a key role in the history
of European patent law relating to the pat-
enting of transgenic animals, allowing for
the patenting of such objects. When ana-
lyzing the application, the Appellate Cham-
ber came to certain conclusions, especially
those relating to the moral and ethical issues
of patenting biotechnological inventions,
which were used later when considering oth-
er disputable situations in the EPO Appellate
Chambers. They were also included in Direc-
tive 98/44 | EC on the legal protection of bio-
technological inventions.

Directive No. 98/44 | EC of the European
Parliament and the Council of the European
Union on the legal protection of biotechno-
logical inventions'™ occupies a special place
in the secondary law of the European Union
with regard to patent protection of inven-
tions. The Directive refers to the purposes
of patenting industrial, commercial, scientif-

°Regulation (EU) no 1257/2012 of the European Parliament and of the council of 177 December 2012 implementing
enhanced cooperation in the area of the creation of unitary patent protection. Available at: https://eur-lex.europa
eu/LexUriServ/LexUriServ.do?uri=0]:L:2012:361:0001:0008:en:PDF (accessed 23.04.2023).

7 Council Regulation No. 1260/2012 implementing enhanced cooperation in the area of the creation of unitary pat-
ent protection with regard to the applicable translation arrangements. Available at: https://eur-lex.europa.eu/Lex-
UriServ/LexUriServ.do?uri=0J:L:2012:361:0089:0092:en:PDF (accessed 23.04.2023).

& Agreement on a Unified Patent Court. (2013, 20 June). Official Journal of the European Union, C175. Available at:
https://www.unified-patent-court.org/sites/default/files/upc_documents/agreement-on-a-unified-patent-court.pdf

? Leder, P. & Stewart, T. A. (1986). Method for producing transgenic animals. Patent No. EP0169672A1.. Available at:
https://patents.google.com/patent/EP0169672A1/en

O Eur-Lex. (1998). Directive No. 98/44/ECof the European Parliamentand of the Council of the European Uniononthe legal
protectionofbiotechnologicalinventions. Availableat: https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=celex%
3A31998L0044 (accessed 22.03.2023).
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ic, diagnostic, therapeutic biotechnology. Its
provisions are intended to protect the digni-
ty and integrity of the human being. In spite
of the fact that the human body and its parts
are not patentable, inventions based on ele-
ments isolated from the human body may be
patented.

The Directive allows the patenting of genes.
‘DNA sequences isolated from their environ-
ment became patentable, as long as this was
deemed to constitute an “industrial product”
and not merely a natural substance’ (Bergel,
2015). Opponents of the Directive pointed out
that the patenting of genes infringes human
dignity, turning the individual from a subject
into an object of legal relations.

This Directive establishes an indicative list
of non-patentable inventions, in particular,
processes that change the genetic identity
of a person contained in their germline". Eu-
ropean patents are not granted forinventions
or their publication, exploitation of which is
contrary to public order and morality.

The judgments of the Court of Justice
of the European Union are of great impor-
tance. Thus, in Oliver Bristle v. Greenpeace™,
the Court of Justice ruled that any cell derived
from a human embryo has the ability to de-
velopintoa human (including a fertilized egg,
an un-fertilized egg in which a nucleus has
been placed, an unfertilized egg that has
been stimulated to divide and develop),
and is not patentable. In addition, the Court

Regional and National Level

of Justice also held that the use of such a cell
for research does not make it patentable.
Such an invention is not considered to be pat-
entable, including in cases where it requires
the destruction of a human embryo orits use
as a base material (Tkachuk, 2019).

Legislation of foreign countries

There are slight differences in the rules for
granting patents by the respective filing of-
fices, but the basic grant criteria are generally
the same all over the world.

The invention must be patentable subject
matter. Patentability criteria include: novelty;
compliance with a certain inventive step (i.e.
the invention should not be obvious); and
possibility of industrial application (utility).
Moreover, the patent must describe the in-
vention in sufficient detail, in such a way that

‘apersonskilledintheart’can make and use it

without additional experimentation. Despite
the similarity of international approaches
in establishing common patent criteria, their
interpretation and application often differ
in various jurisdictions.

Genome-related research is an area
in which the interpretation and implementa-
tion of the criteria for granting patents differ
to a large extent.

The first patents for DNA were issued
in the 1970s, but their number increased dra-
matically in the mid-1990s when patentable
inventions began to appearin large numbers.

" Eur-Lex. (2011). Judgment of the Court (Grand Chamber) of 18 October 2011. Oliver Briistle v Creenpeace eV. Reference
for a preliminary ruling: Bundesgerichtshof - Germany. Directive 98/44/EC - Article 6(2)(c) - Legal protection of bio-
technological inventions - Extraction of precursor cells from human embryonic stem cells - Patentability - Exclusion
of ‘uses of human embryos forindustrial or commercial purposes’- Concepts of ‘human embryo’ and ‘use for industri-
al orcommercial purposes’. Case C-34/10. Available at: https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%

3A62010CJ0034 (accessed 11.05.2023).

2 Case C-34/10, Oliver Briistle v Greenpeace eV. European Court Reports, 2011, I-09821. Available at: https://eur-lex.
europa.eu/legal-content/EN/TXT/?uri=CELEX%3A62010CJ0034 (accessed 11.05.2023).
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Legislative acts regulating copyright pro-
tection for developments in the field of ge-
nomic research at the national level are now
of interest. The first state under consider-
ation is Brazil. Brazil was a founding member
of the 1883 Paris Convention for the Protec
tion of Industrial Property and the fourth
country in the world to adopt a law regulat-
ing patenting.

On May 14, 1996, Brazil passed Law No.
9.279% on Industrial Property, aimed at fulfill-
ing Brazil's obligations under the TRIPS Agree-
ment (the introduction of minimum patent
standards). In 1998, the Law on Copyright
and Related Rights, and in 2015, Law No.
13123 governing access and benefit-sharing
of genetic resources and associated tradi-
tional knowledge were introduce™. Under
current Brazilian law DNA is not patentable.
Article 18, paragraph Ill, article 10, paragraph
IX, Law No. 9.279 indicate that genes should
not be considered as patentable objects.
On the other hand, the law allows chemical
products to be patented, if they meet the cri-
teria of novelty, inventive activity and indus-
trial application.

In1962, the Science Foundation of the State
of Sdo Paulo (FAPESP) was established in Bra-
zil. In 1997, FAPESP set up the Organization
for Nucleotide Sequencing and Analysis
(ONSA), a virtual community of 35 laborato-
ries throughout the state. ONSA's first proj-
ect was to sequence the genome of a bacte-
rium which infects all varieties of the sweet
orange (the bacterium's damage to Brazil-
ian orange growers is estimated at about
$100 million a year). The successful sequenc-

ing of the genome of the X fastidiosa bacteri-
um led to the sequencing of genes associated
with human diseases (Simpson et. al., 2000).
The team of scientists received internation-
al recognition which led to the attraction
of foreign investors to finance human-relat-
ed sequencing projects. The genome of X
fastidiosa was the first complete sequence
obtained by sequencing a plant disease or-
ganism. The FAPESP experience is of inter-
est to the international community, since
a virtual research association was estab-
lished. FAPESP’s Charter forbids it from as-
sembling its own corps of scientists. Thus, it
is an investment of existing centers in the re-
gion, rather than an accumulation of resourc-
es by a small group of researchers. This has
led to the exchange of knowledge between
a large number of researchers and sustain-
able investment in the industry. The virtual
network strategy has enabled ONSA to max-
imize the return on FAPESP funding, over-
come geographic silos, and produce a sig-
nificant number of high-quality geneticists.
The success of the X fastidiosa project has ad-
vanced Brazil to the international level. ONSA
has also established international contacts.
For instance, ONSA is sequencing genes as-
sociated with human cancer in collaboration
with the Ludwig Institute in Switzerland
(Konde, 2009). In 2000, the Brazilian govern-
ment advanced the Sao Paulo Genome Proj-
ectat the national level.

The experience of Indian legal regulation
is also noteworthy. The rapid development
of information technology, the training
of a large staff of scientists and the dynami-

BWIPO. (1996). Brazil. Law No. 9.279 of May 14, 1996 (Law on Industrial Property, as amended up to Law No.
10.196 of February 14, 2001). Available at: https://www.wipo.int/wipolex/en/legislation/details/17626

*WIPO. (1998). Brazil. Law No. 9.610 of February 19,1998 (Law on Copyright and Neighboring Rights, asamended by
Law No.12.853 of August 14, 2013). Available at: https://wipolex.wipo.int/ru/legislation/details/17474
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cally advancing pharmaceutical industry (pri-
marily the production of generics) contribute
to the international recognition of the bio-
technology in India.

The Patents Act of India was passed
in1970%, the Copyright Act—in1957'.

An amendment to the Patents Act, passed
in 1999, was intended to provide temporary
patent protection as a step towards full
TRIPS compliance, through the exercise of ex-
clusive marketing rights (EMR). EMRs grant
exclusive rights to sell patented products,
while full product patents grant exclusive
rights to both manufacture and sell products.
The term of EMR protection is five years.

The 1999 Amendment made it possible
to file applications for products, including
substances intended for use or which can
be used as a drug or medicinal product.
However, they exclude an intermediate for
the preparation of a drug. The 2003 Amend-
ment included provisions to extend the term
of a patent to 20 years and provisions to pro-
tect public health. In order to protect indige-
nous knowledge, an exemption was granted
for products based on Indian systems of med-
icine. Section 3 of the Patents Act provides
that an invention which is in fact indigenous
knowledge representing traditional knowl-
edge is not subject to patenting. Indian law
also does not allow the granting of patents for
genes or cells (Chapter Il of the Patent Act).

The Department of Biotechnology was es-
tablished by the Government of India in 1986.
The Department established a program
on human genetics and genomic analysis,
which includes projects in the fields of ge-

Regional and National Level

netic diagnosis and counseling, functional
genomics, human genome diversity and
biotechnology. There are Genetic Diagno-
sis and Counseling Departments through-
out India which provide genetic testing and
counseling services to patients suffering
from genetic diseases such as thalassemia,
Duchenne muscular dystrophy, hemophilia
and cystic fibrosis, etc. (Mallick, Chandra, &
Samal, 2015). In 1986, the Department set up
a bioinformatics program. This program then
led to the Biotechnology Information System
Network which operates throughout India.
Nowadays, India can be called a major re-
gional hub for genomic data banks and net-
works. The Center for Plant Genomics in New
Delhi and the Center for Human Genetics
in Bangalore were established.

In a number of states, national legisla-
tion does not contain provisions (or such
provisions are not unambiguous, require
clarification, or may be interpreted in dif-
ferent ways) regarding the legal protection
of intellectual property rights for inventions
in the field of genome (Brody, 2006). In such
cases the judicial practice becomes of par-
ticular importance. This applies to the states
governed by the Anglo-Saxon legal system
(USA, Australia, Canada and others), where
the courts, in fact, are vested with the right
to make laws, especially given the existing
gapsin regulation (Ponomareva, 2019).

The United States grants many more pat-
ents based on DNA sequences than other
states. In April 2009, the US Patent and Trade-
mark Office (USPTO) issued the 50,000th US
patent, included in the Georgetown Univer-

WIPO. (1998). Brazil. Law No. 13123 of May 20, 2015 (Access and Benefits Sharing of Genetic Resources
and Associated Traditional Knowledge). Available at: https://wipolex wipo.int/ru/legislation/details/15741

* WIPO. (1957). India. The Copyright Act, 1957 (Act No. 14 0f 1957, as amended up to Act No. 33 of 2021).
Available at: https://wipolex.wipo.int/ru/legislation/details/15814
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sity DNA Patent Database. This database
includes patents that mention terms specific
to nucleic acids (e.g. DNA, RNA, nucleotide,
plasmid, etc)”. The specific nature of many
of the terms unique to nucleic acid structures
makes it possible to track patents which are
largely consistent with and are the result
of genomic research.

The most significant of the US court cases
related to the patenting of DNA, as well as
processes for their isolation or changes, in-
clude:

John Moore v. University of California. A can-
cer cell line, which was subsequently patent-
ed, was obtained from the removed spleen
of John Moore. All Moore’s attempts to chal-
lenge the grant of the patent were rejected
by the court as unfounded.

Diamond v. Chakrabarti®. The application
concerned the patenting of a bacterium bred
for the processing of petrochemical products
and intended to eliminate the consequences
of ail spills. The US Supreme Court ruled that
this invention is subject to patent protection,
since living organisms can be patented if they
have been modified by humans (Dorn, 2001).

The Association for Molecular Pathology vs
Myriad Genetics case’® became a turning
point in determining the criteria for patent-
ability of DNA. Myriad Cenetics identified
and isolated for the first time the BRCA1 and
BRCAZ2 genes responsible for diagnosing an

increased risk of breast and ovarian cancer
(Etheridge, 2005). The company applied for
patents for both isolated BRCA genes and
complementary DNA (cDNA), a synthesized
product that reflects the coding regions
of BRCA genes, and primers used in diag-
nostics. In addition to AMP (Association for
Molecular Pathology) and the University
of Pennsylvania, other plaintiffs in the law-
suit included researchers from Columbia,
Emory and Yale, a number of patient advoca-
cy associations and several patients.

Clinical pathologists have been particu-
larly concerned about the issuance of pat-
ents on genes, since their medical practice
consists of providing clinical diagnostic ser-
vices and is affected by intellectual property
rights. The University of Pennsylvania Genet-
ic Diagnostics Laboratory has been advised
to stop and refrain from testing patient sam-
ples for the BRCA sequence, since such test-
ing infringes Myriad Cenetics’ patent rights.

The Court of First Instance ruled that both
isolated DNA and synthetically generated
complementary DNA (cDNA) were patent-
able. The Supreme Court reversed the ruling
in part, holding that only synthetically en-
gineered cDNA does not occur naturally, so
only it meets the patentability requirements.

In Greenberg vs Miami Children's Hospital Re-
search Institute® case, parents of children with
Canavan disease provided biological sam-

7 WIPQ. (1957). India. The Copyright Act, 1957 (Act No. 14 0f 1957, as amended up to Act No. 33 of 2021).
Available at: https://wipolex.wipo.int/ru/legislation/details/15814.

®Justia US Law. (1990). Moore v. Regents of the University of California (1990). Available at: https://law
justia.com/cases/california/supreme-court/3d/51/120.html

“Justia US Law. (1980). Diamond v. Chakrabarty, 447 U.S. 303 (1980). Available at:https://supreme justia

com/cases/federal/us/447/303/

2Justia US Law. (2013). Assoc. for Molecular Pathology v. Myriad Genetics, Inc., 569 U.S. 576 (2013). Available at:

https://supreme justia.com/cases/federal/us/569/576/

“'United States District Court, S.D. Florida, Miami Division (2003). Greenberg v. Miami Children's Hospi-
tal Research Institute. West's federal supplement, 264, 1064—1078.
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ples of their children and financial support
for research in the hope of learning about
the disease and finding treatments. They
also helped to find and recruit other parents
whose children suffer from Canavan disease
(Lekovic, 2004). A number of non-profit orga-
nizations contributed to the formation of an
information registry for this disease. Ruben
Matalon identified the gene responsible. Lat-
er, without notifying the families concerned,
he applied for a patent on the sequence he
had deciphered. After receiving the patent,
Matalon and the Miami Children’s Hospi-
tal (the place where the research was con-
ducted) began to limit any activities related
to the research and modification of the gene
responsible for the progress of Canavan dis-
ease. Greenberg, along with other families,
filed a lawsuit against the physician and
the Miami Children’s Hospital. The claims
were based on arguments that the defen-
dants did not obtain the informed consent
of patients to conduct research on their bio-
materials and subsequent commercial use;
they had received unjust enrichment by de-
liberately concealing the intention to com-
mercialize the results of research. Illegally,
under the guise of a trade secret, they had
limited research and made it impossible
to find funds for diagnosing and supporting
sick children. According to the plaintiffs, all
genetic materials, as well as financial support
were provided to Matalon solely for the pur-
pose of identifying mutations in the gene
that caused the disease and the subsequent
development of special tests. The plaintiffs
sought an indefinite injunction to enforce
patent rights over the Canavan gene se-
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quence. The court ruled that all plaintiffs’
claims (with the exception of unjust enrich-
ment) should be dismissed due to the fact
that informed consent should not contain
the specific purpose of the research. Other-
wise this could lead to each of the patients
being able to control the use of the results
and thus hinder the development of science.
The judicial body decided that participants
in genomic research had no property rights
to genetic information and did not have
the right to demand termination of a certain
type of use, if such use was not provided
at the time of the presentation of biologi-
cal samples. The court also did not support
the position of the plaintiffs that the data-
base contained genetic information relating
to their individuality, and they, accordingly,
could control the use of such information.
The court concluded that biological samples
are not recognized as the property of the pa-
tient, which means that genetic information
does not imply the presence of any of their
property interests.

In Ariosa Diagnostics vs Sequenom, Inc.?,
the Court ruled that ‘one who discovers
a hitherto unknown phenomenon of na-
ture cannot claim a monopoly.. A process or
method is not patentable simply because
it involves only laws of nature, natural phe-
nomena, or abstract ideas’ The most import-
ant condition for patentability is the pres-
ence of an element (or set of elements) that
constitutes an inventive step that is not lim-
ited to ‘the mere introduction of additional
procedures defined in an overly generalized
and abstract way,” as the US Supreme Court
stated. Although the Myriad case dealt with

22 United States District Court, S.D. Florida, Miami Division (2003). Greenberg v. Miami Children’'s Hospi-
tal Research Institute. West's federal supplement, 264, 1064—1078.
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a combination of components, the decision
also stated that ‘the processes used by Myri-
ad to isolate DNA were well known to geneti-
cists at the time’” (Merksamer, 2016). Guided by
the opinion of the Supreme Court, the District
court noted that if the applicant had created
an innovative method for extracting DNA, this
method would have been recognized as pat-
entable. However, the methods claimed simply
relied on DNA extraction processes which Se-
quenom acknowledges as common methods
forsuch research.

Thus, the District Court for the Northern
District of California emphasized the element
of natural origin in the issue of patentability
of applications and sided with the position
of the Supreme Court in the Myriad case, as
well as some previous cases raising the problem
of determining patentability.

Plaintiffs ~ contesting  the  patenting
of the genes argued that the use of patents by
companies like Myriad, as well as the very exis-
tence of patents in this area significantly limit
the possibilities for research for specialists and
negatively affect the scientific progress.

With regard to patients, there may be a situ-
ation in which research is carried out on the ba-
sis of the analysis of their genetic material, but
wherein said patients are unable to use the re-
sults of such research. There is also no oppor-
tunity to refer to a specialist from another
company for an alternative opinion. This lack
of competition has kept the cost of testing high.

Judicial ~ practice enables the tracing
of the trend that has developed in the United
States and other countries (for example, Aus-
tralia), according to which human genes are not
subject to patenting.

The role of WTO and TRIPS Agreement
The adoption of a number of acts and judg-
ments has been accompanied by public out-
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cry and protests related to the restrictions
imposed on patented inventions. The right
of everyone to enjoy the benefits of scientific
progress is enshrined in a number of interna-
tional agreements. Article 12 of the Universal
Declaration on the Human Genome and Hu-
man Rights provides that the benefits from
advances in biology, genetics and medicine
concerning the human genome shall be
made available to all with due regard for dig-
nity and human rights of each individual and
that the applications of research shall seek
to offer relief from suffering and improve
the health of individuals and humankind as
a whole. Patients who wish to benefit from
the advances should be able to claim such
aright.

On the one hand, this right is not inconsis-
tent with patent protection, since patents are
intended to encourage advances in biotech-
nology and that the benefits from them will
be ‘available to all’ after the patent expires.
On the other hand, in the case of serious ill-
nesses, there is no time to wait.

The TRIPS Agreement states that ‘the pro-
tection and enforcement of intellectual prop-
erty rights shall contribute to the promotion
of technological innovation and the transfer
and dissemination of technology, to the mu-
tual benefit of producers and users of tech-
nological knowledge, and in such a way as
to promote social and economic well-being,
as well as a balance of rights and obliga-
tions’. Article 30 provides that restrictions
on the exclusive rights granted by a patent
may be established, provided that such ex-
ceptions, without good reason, do not con-
flict with the normal use of the patentand do
not unreasonably prejudice the legitimate
interests of the patent owner and consider
the interests of third parties. One such lim-
itation is the compulsory license. It allows
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the limitation of access to essential medi-
cines to be resolved by producing affordable
analogues and creating technologies for con-
ducting genetic tests, etc. (Rothstein, 2018).

A compulsory license, as a rule, provides
for the payment of monetary compensa-
tion to the patent owner and may be issued
to one or more individuals.

It should be emphasized that TRIPS
Agreement previously provided for the is-
suance of compulsory licenses in the event
of the abuse of patent rights, including non-
use of the invention by the patent owner.
A number of states, influenced by concerns
about drug patenting and, subsequently, ge-
netic testing for breast cancer, long QT syn-
drome, and other diseases, have included
compulsory license provisions in their na-
tional legislation. France and Belgium have
created compulsory licensing bodies. Cana-
da passed the Patents Act which introduced
a compulsory licensing procedure. The Bra-
zilian Patent Law No. 9.279 and the Indian
Patent Law 0f 1970 also allow for the issuance
of compulsory licenses.

Significant contributions to the establish-
ment of unified mechanisms for the pro-
tection of intellectual property rights, and
the solution of problems in the field of health-
care, have been made by the World Health
Organization, the World Intellectual Prop-
erty Organization, and the World Trade
Organization. The provisions elaborated
under the WTO TRIPS Agreement are ap-
plied in accordance with the Clobal Strate-
gy of the World Health Organization. Art. 31
of TRIPS Agreement provides that a compul-
sory license may be issued in the presence
of a state of emergency or other circumstanc
es of extreme necessity. The Agreement does
not contain any criteria or signs of such a sit-
uation. Therefore, each WTO Member inde-
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pendently determines the grounds for issu-
ing a compulsory license. The requirements
for the presence of an emergency situation
or circumstances of extreme necessity, as
well as for use in the territory of the state, if
the compulsory license is issued in connec
tion with the violations of competition law,
do notapply.

The practice of applying the TRIPS Agree-
ment and national acts of the WTO mem-
ber states is attracting considerable interest.
In 2001, the United States filed a complaint
with the WTO alleging that Article 68 of Bra-
zilian Patent Law No. 9.279 violated Articles
27 and 28 of TRIPS Agreement. Article 68
allows Brazil to issue a compulsory license
to a local manufacturer, if the patentee has
not started manufacturing the product
in Brazil within three years. This measure is
designed to stimulate technology transfer,
develop the generics industry and ultimate-
ly provide patients with access to life-saving
medicines. Compulsory licenses are issued
not only for drugs, but also for genetic tests
or other inventions in the field of genomic
research.

A number of acts have been passed with-
in the framework of close cooperation be-
tween the WHO, WIPO, and WTO. They take
into account their role in establishing and
maintaining the relationship between pub-
lic health, the intellectual property system,
international trade and competition rules,
as well as measures aimed at stimulating
innovation and increasing the availability
of genomic technologies. Such acts include:
the WTO Doha Declaration on the TRIPS
Agreement and Public Health; the WHO
and the WTO Joint Research ‘WTO Agree-
ments and Public Health’; the introduction
of the TRIPS Agreement flexibilities designed
to ensure the availability of medicines for
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countries which do not have their own capac
ities for their production; Report of the WHO
Commission ‘Public Health, Innovation and
Intellectual Property Rights; and Adoption
of the WHO ‘Global Strategy and Action Plan
on Public Health, Innovation and Intellectual
Property’, inter alia.

We should also mention the formation
of active trilateral cooperation between
the WHO, WIPO and the WTO in this area.
The international regulation of patenting
methods and results of genomic research
establishes opportunities for the economic
use of such achievements. Two main cur-
rent trends can be summarized as follows:
the human genome is the heritage of man-
kind; the perception of the human genome
only from a utilitarian point of view, is a use-
ful set calculated to be beneficial.

In national law, the development of legis-
lation in this area is influenced by a variety
of economic, historical and cultural fac
tors. Unifying factors for states can be seen
in the desire to establish a national biotech-
nological industry with the implementation
of projects reflecting regional needs and re-
quirements, and participation in internation-
al cooperation within the framework of inter-
national organizations.

Legal issues of national regulation
(on the example of the Russian Federation)
The issues inherent in different national
legal systems include issues related to DNA
patenting; and methods for implementing
genomic research.
Research by Russian scientists caused
a strong reaction in the media and the med-
ical community (Rebrikov, 2016), although it
might not have been as popular as the work
of Chinese scientist He Jiankui, whose re-
search resulted in the birth of twin girls
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conceived through in vitro fertilization.
Their DNA was modified using the CRISPR /
Cas9 method in order to create immunity
to the HIV virus (the girls’ father was infect-
ed with HIV). Then, according to He Jiankui’s
statement, the opinions of the scientific
community were divided. A number of sci-
entists, including those who made a signifi-
cant contribution to the development of this
technology, called for a moratorium on ed-
iting the human genome in clinical practice
for a five-year period without extending it
to editing the genome of an embryo for re-
search purposes (provided that the embryo
is not implanted in the uterus, as well as
editing the genome in human somatic cells
for the treatment of diseases). Accordingly,
the legislation of a number of states contains
provisions that methods for cloning a person
and his/her clone are not subject to patent-
ing. Thisalso includes methods for modifying
the geneticintegrity of human germline cells.
Just like He Jiankui, Russian scientists tried
to patent the results of their research. How-
ever, their applications were rejected.

Current Russian legislation, in particular,
Part 4 of the Civil Code of the Russian Federa-
tion of December 18, 2006 N 230-FZ (herein-
after referred to as the Civil Code of the Rus-
sian Federation) contains articles 1349, 1350.
In accordance with Art. 1349 of the Civil Code
of the Russian Federation, methods of clon-
ing a person and his/her clone are not subject
to patenting, not are the methods for mod-
ifying the genetic integrity of human germ-
line cells, use of human embryos for indus-
trial and commercial purposes and methods
contrary to the public interest, the principles
of humanity and morality.

Russian law has not yet developed an un-
ambiguous approach to the issues of pat-
enting the results of genetic technologies.
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The Civil Code of the Russian Federation does
not contain direct prohibitions on patenting
genes, methods of treatment and diagnos-
tics (Kubyshkin & Kosilkin, 2021).

Challenging the decisions of the Federal
Service for Intellectual Property (hereinafter
referred to as ROSPATENT), Russian scien-
tists referred to the fact that the proposed in-
vention is not a method for modifying the ge-
netic integrity of human germline cells, since
a human embryo does not contain germline
cells (only their predecessors) up to the gas-
trula stage (fourteen days). However, DNA
editing, according to the proposed method,
occurs at the stage of a single cell (zygote)
even before the start of the cleavage process,
as a result, it cannot affect human germline
cells. According to the researchers, the pres-
ence of protective mechanisms and barriers
is also an important factor.

One such mechanism is the system safety
check model developed by Russian research-
ers, according to which the original genome
of gamete donors is compared to the ge-
nome of the edited embryo using a special
bioinformatics approach (Stein, 2019).

Barriers in this field are primarily reflect-
ed in the current legislation. In addition
to protecting the rights of patients, prevent-
ing the use of drugs and methods with un-
proven efficacy or that can harm the patient,
such barriers prevent the prompt response
to the rapidly changing market forinnovative
research and technologies. For instance, ac
cording to Rebrikov & Tarasov (2016), it has
become impossible (or possible with a delay
of 3-5 years) to use most of the innovative
medical methods and equipmentelaborated
under grants and government assignments
in clinical practice. This is due to the provi-
sions of Federal Laws ‘On the fundamentals
of protecting the health of citizens in the Rus-
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sian Federation’ dated November 21, 2011 No.
323-FZ and ‘On amendments to certain legis-
lative acts of the Russian Federation in terms
of countering the circulation of counterfeit,
substandard and unregistered medicines,
medical devices and counterfeit dietary sup-
plements’ dated December 31, 2014 No. 532-
F3. The legislative gaps include: 1) tests for
rare diseases, for the diagnosis and treatment
of which serial production and registration
of medical devices are not economically feasi-
ble, and 2) innovative technologies in the first
years of their practical application when their
effectiveness, safety and clinical significance
have already been proven, but serial produc
tion and registration as medical devices have
notyet been completed (it usually takes about
Syears). Atthe same time, the entry of such de-
velopments into the market may be hampered
by the lack of commercial interest of manufac
turing companies to register a device in this
jurisdiction (Rebrikov & Tarasov, 2016).

The enactment of ethical codes and defini-
tion of the status and composition of ethical
committees are important. To date, not all
medical institutions are required to establish
such committees, and their activities are pri-
marily related to the conduct of clinical trials
of drugs and clinical trials of medical devices
aswell asa number of other areas.

In accordance with the Model Law ‘On
the Protection of Human Rights and Dignity
in Biomedical Research in the CIS Member
States’, ethical review plays an important role
in ensuring human rights. This act establishes
standards, principles, rules, tasks for the im-
plementation of ethical review by the Ethics
Committee (e.g., the basis of ethical review
includes the principles of independence, com-
petence, non-directiveness and openness).
Article 17 sets out the procedure for exercising
control and oversight functions in relation
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to the Ethics Committee by the competent
authorities.

The powers of local ethics committees
need to be expanded and clearly articulated.
Additional requirements for the composition
and the status of national medical chambers
also need to be defined. Today, most local
ethics committees include only representa-
tives of the medical community, so the inclu-
sion of a specialist in the field of law may also
be considered. National medical chambers
are usually associations of representatives
of the professional community. As a rule,
members of such communities have signif-
icant achievements in the professional field.

Since a unified approach to patenting
the results of genomic research has not yet
been elaborated, the criteria for patent-
ability of the results of genomic research,
the boundaries of exclusive rights and
the conditions for issuing a compulsory li-
cense are not specified. Measures should be
taken to advance a multi-level system of leg-
islation supplementing the existing legal acts
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with a number of by-laws, enabling a more
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of science.
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This issue should be given special attention.
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AHHOTauusa

B cTaTbe vccnenyeTcs 3BOMOLMS 3HAUEHWI U CMbIC/IOB 6a30BbIX MOHATHI r'yMaHK3ma
BO BTOpOM nonoBuHe XX u Hayane XXI BB. Peub naet o Taknx yHAaAMEHTaNbHbIX GU-
NI0COMCKUX KOHLENTax, kak npupo/a YesoBeka, ero buiTre, npasa yenoseka, cBobo-
N2, BOAS, CNpaBeiMBoCTb. CpaBHUTENbHbIN aHan3 ABYX BaXKHEWLINX OKYMEHTOB
B 3TO 06n1acTV — «Bceobuiein aeknapaunm npas yenosexkar u «Bceobuiein neknapa-
LMK 0 BMO3TUKE U MpaBax YenoBeKa» — NO3BONAET 3adUKCMPOBATH CYLLIECTBEHHbIN
KOHLENTYabHbliA CABUT B 3TON 061acTh. Cpean OCHOBHbIX MapKepOB Takoro CABura
Ha3blBaKOTCS BBEAEHME BO «Bceoblueit Aeknapalnm o BUO3TUKE U NpaBax yenoBeka»
B 000pOT MOHATUS 3K3UCTEHUMW, HeoBXOoAMMOe AN XapaKTepUCTUKU CMOCOBHO-
cTen yenoseka. Takxke 3Ha4MMbIM NPeACTABASETCS OTHOWEHNE K CNpaBeianBOCTH,
KOTOpOEe OMnpefensaeTcs Yepes NoHgTMe OllylleHns. Huuero nogobHoro HeT B Tek-
cTe npeambysbl «Bceoblien aeknapauum npas YenoBekar, 4to no3BoaaeT roBoprTh
06 VM3MEHeHWU MOHWMaHWg (GeHOoMeHa 4esoBeKa, Npou3oLIe/lleM 3a MOBeKa,
pa3fensiolero ABe BblleHa3BaHHbIe Aeknapaunu. B ctatbe Takxe aHaamsmpyeTcs
nonemumka mexay XK.-I. Captpom 1 M. Xanaerrepom, KoTopas cbirpana KatoueByto
pO/b B MEPEOCMBICIEHNN TyMaHM3Ma Kak QUIOCOPCKON KOHLEMUUM U CUCTEMBI
ueHHocTter. K-l CapTp aprymeHTMpoBaHHO OTBepraeT WAeHTUOUKALMIO 3K3U-
CTEHUMANN3MA KaK NecCMUCTUYECKOTO MUPOBO33PEHNS, JOKA3blBas NyMaHUCTMYe-
CKYI0 MPUPOAY YUeHNs 0 uenoBedeckoin cyGbekTnaHoCTH. M. Xaliaerrep HacTansaeT
Ha OHTOMIOrMYECKON HArPY>KEHHOCTH BCEX OCHOBHBIX MCTOPUYECKMX TUMOB FyMaHwm3-
Ma, NMOKa3blBasg UX 3aBUCUMOCTb OT MeTadu3nueckoro KoHTekcta. ObcyxaaeTcs Tema
COXPaHEHWNS YHUBEPCANMCTCKOW NepCneKTUBbl AN MOHUMAHUS MAEN NPAB YenoBeKa
C 06HOBNEHMEM €6 NHTEPMpeTaLMN B KOHTEKCTe dunocoduu cyulectsoBaHus. [ena-
€TCa BbIBOJ, 06 akTyanbHOCTH YrybaeHHOR GrnocodCKoi MHTepnpeTaumm 6a3osbix
NOHATKI BMO3TUKM 1 NpaBa.

KnioueBbie cioBa: 6M03T|/Il<a, npaga 4yenoBeka, sK3NCTeEHUWA, CNpaBeAMBOCTb, 3K3UCTEHUMANNIM, TYy-
MaHN3M, OHTO1I0TUA
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The Existential Dimension of the Universal Declaration
on Bioethics and Human Rights

Vladimir I. Przhilenskiy™
Kutafin Moscow State Law University (MSAL), Moscow, Russian Federation

Abstract

This article explores the evolution of values and meanings of basic concepts of hu-
manism in the second half of the 20th century and the beginning of the 21st centu-
ry. The author analyses such fundamental philosophical notions as the nature and
existence of man, human rights, freedom, will, and justice. Comparative analysis
of the two most important documents in this field, namely the Universal Declara-
tion of Human Rights and the Universal Declaration on Bioethicsand Human Rights,
shows a conceptual shift in the aforementioned topic. One of the main reasons for
such ashiftistheintroduction in the Universal Declaration on Bioethics and Human
Rights of the notion of ‘existence’ as being necessary for the description of human
abilities. Also worthy of attention is the approach to justice described by means
of awareness. Such notions are absent in the Preamble of the Universal Declaration
of Human Rights, suggesting thata new understanding of the phenomenon of man
has emerged in the past half-century, thus distinguishing one document from an-
other.

The article also analyzes the controversy between ]-P. Sartre and M. Heidegger
which played a key role in rethinking humanism as a philosophical concept and val-
ue system. Sartre reasonably rejects the identification of existentialism as a pes-
simistic worldview, arguing that the doctrine of human subjectivity is humanistic
in nature. In turn Heidegger highlights the ontological nature of all historical types
of humanism, showing their dependence on the metaphysical context.

The article discusses the notion of maintaining the universalist perspective, in or-
der to better understand the idea of human rights in a new interpretation through
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the prism of the philosophy of existence. The conclusion drawn outlines the relevance
of anin-depth philosophical interpretation of the basic concepts of bioethics and law.
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BeepeHue

B 2005 r. 6bina npuHaTa «Bceobuias ae-
Knapaums o 6WO3TMKE W npaBax uvenose-
Ka», 4TO CTaNo BaXHbIM 3Tanom pa3BUTHS
npaBa ¥ He MO0 He MOCAYXUTb MOBOAOM
ans éunocodcekoin pednekcnn'. M3 npeam-
CNOBWS K 3TOMY AOKYMEHTY MOXHO Y3HaTb,
yTo «Aeknapauus 3aTtparmpaer 3Tuyeckue
BOMpPOCHI, Kacamuwmecs MeanUMHbI, Hayk
0 XW3HM N CBA3AHHbIX C HUMMK TEXHONOMMIA
NPUMEHUTENBHO K YenoBeky». B ee cogepxa-
HUWM HaxoAAT OTpaKeHWe HopMmbl, cobatoae-
HUE KOTOPbIX A0MKHO 06ECrneunTh yBaxeHue
4eN0BeYeCKoro JOCTOMHCTBA, NPaB YenoBeKka
1 OCHOBHbIX CBOBOA. bonee Toro, B npeancio-
BUW NPAMO FOBOPUTCS O TOM, YTO NpW NOMO-
WM NpoBO3ralleHHbIX B Jleknapaumm npuH-
LUMMNOB 6MO3TMKA 3aKpPENseTcs B KayecTse
CTPYKTYPHOTO 371eMeHTa, 06ecrneunBaroLLero
B3aVMOCBA3b MeXJy COBCTBEHHO 3TUKOM

1 npaBamu yenoseka. [1py 3TOM CylLLeCTBEH-
HO MOHMMAaTb, UTO BUO3THKA — 3TO He NMPOCTO
pacnpocTpaHeHue 3TUYECKMX 3HAHUIA W A0K-
TPVH Ha OAHY KOHKPEeTHyt cdepy coumanb-
HOW AeaTeNbHOCTU. Taknum 06pa3om, MOXHO
YTBEPX/aTb, UTO BMO3TMKA — 3TO HEUTO MHOE,
HeXeNun NpocTo OAWH 13 BUAOB STUKM N Bbl

paxaachb elle TouHee, 6MO3TUKA — 3TO HE Co-
BCEM 3TUKA.

OcmbiCcieHne NpOBO3MALLIEHHbIX B 3TON
feknapauny 3TMYeckMx ¥ MpaBOBbIX HOPM,
peryvmpyowmx reHoOMHble  MCCNefoBaHMs
W NPUMEHEHME TeHeTUYEeCKUX TEXHONOMWN,
C HOBOW CW/I0OK aKTyaan3npoBano BONPOCh UX
KYNBTYPHO-UCTOPUYECKOW, HUNOCOPCKO-TeO-
peTnyeckon ¥ aAMWUHUCTPATUBHO-NparmaTtu-
Ueckoi 0bycnoBaeHHOCTU. He meHee BaxHa
1 nHTepecHa Gopma M3N0XeHUs, rae Npouc
XOAIUT TO CaMOe «HUCXOXeHne» oT abcTpakT-

" Unesco. (2005). Universal Declaration on Bioethics and Human Rights. Available at: https://www.unesco.org/en/
legal-affairs/universal-declaration-bioethics-and-human-rights?hub=66535
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HOro K KOHKPETHOMY, O KOTOPOM Mucan elle
erenb. [MOMCK OCHOBaHWI ANg Aeknapaunu,
HaxoAAWmxcs B chepe npeaenbHo 06LIEro
3HaHMS O YUeNOBEKE M OKPYKAIOLWEM €ro MUpe,
NpWBEa aBTOPOB K OCO3HAHMIO HEOBXOAMMO-
CTV chOpMyNMpoBaTb PAA MMUPOBO33peHUe-
CKW 3HAUYMMbIX YTBEPXK AEHWIA.

®dunocodua cywecTBOBaHUSA B Ayxe
n 6ykse «Bceobuieit aeknapauum
0 6M03THKe M NpaBax YesoBeKa»

JlOKYMEHT HaumMHaeTcs co CI0B 06 YHUKab-
HbIX CMOCOBHOCTAX YeNoBeKa, YTO HABOAWT
Ha MbiC/b 06 0COBOI POaN NpeacTaBAEHHOO
nepeyHs B GopMyanpoBaHumM 1 06OCHOBAHMM
e/IMHCTBA CTaTeil KoAeKkca, B KOTOPbIA A0/X-
Hbl BXOAMTb 6a30Bble 3TUUECKME MPUHLMMbI.
ABTOPbI MULLYT, UTO «yenoBek obnagaeT yHU-
KaNbHOM CNOCOBHOCTbLIO aHaAM3MpPOBaTh CBOE
6bITE (Own existence) 1 oKpysKalollyto ero
nencrteutensHocTe (on their environment),
ouylaTh (perceive) HecnpaBeaMBOCTb, W3-
6eraTb ONacHOCTK, BpaThb Ha CeOS OTBETCTBEH-
HOCTb, CTPEMUTLCA K COTPYAHMYECTBY W Aa-
BaTb HPABCTBEHHYIO OLIEHKY NMPOUCXOAALLEMY,
Ha OCHOBE KOTOPOI GOPMUPYIOTCA STUUECKME
NPUHLMMNbI»?.

Paszbepem MpouMTMpOBaHHLIA ab3al, no-
pobHee, uTOBbl SKCMNLMPOBATL €70 COAep-
XaHue 1 peKkoHCTpyMpoBaTb duiocodpckme
naen, nexatise B OCHOBe Npe/oXKeHHON
3nech «popmynbl». He 3aaaBasch BONpOCOM
0 TOM, OTKyAa Yy uenoBeka b6epyTcs 3TW yHU-
KaNbHble CMOCOBHOCTH, BCE e MOMbITaemcs
BbIABMTb M PACCMOTPETb CMbIC/ HAMMCAHHOTO.
Moyemy, Hanpumep, peyb MAET O CMOCOBHO-
CTW K aHa/n3y CBOETO GbITUS 1 OKpYyXKatoLLen
JENCTBUTENBHOCTU, @ HE O CMOCOBHOCTM K UX

MO3HaHWI0, MOHWMaHWIO, YCBOeHMD? VI B Ka-
KOM CMbIC/IE 3[,€Cb MOXHO FOBOPUTbL O BbITUN,
KOTOPOE B pasHbIX GUN0CODCKMX KOHLEMUMSX
onpeaensercs v UHTEPNPETUPYETCS HACTOMb-
KO TMO-pasHOMy, UYTO TOBOPWTb 06 OCMbIC-
JIEHHOCTW 3TON Gpasbl BPSA AN KOPPEKTHO.
Ecnn 06patntbea K Guaocohbckomy CaoBapio,
TO CTaHeT CHO, YTO C/I0BOCOYETaHME «CBOE
6bITME» OTChINAET HAC HE K GYHAAMEHTANbHOW
KaTeropum  apucToTeneBckon MeTapusnkn
N He K dunocodckomy MOHATUIO HOBOEBPO-
neckoit oHTonormm (Akagemmus Hayk CCCP,
NHcTuTyT dunocodun, 1969). CMbica NOHATUS
«/IMYHOE ObITE» CErOAHA MOXHO BbIAENNTb
JINLWb B HEKOTOPbIX, XOTS U LUMPOKO U3BECTHbIX
dunocodckmx cuctemax. Camo no cebe noHa-
TVE INYHOTO BbITUS UAKN CBOETO BbITUA B HIUX
GakTUUeckM NpoTMBOMOCTABASETCS  ObITUIO
MUPa, BCENEHHO, BHELLHEN peaabHOCTU.
MprcoeanHAACh K 3TOM Aeknapauum 1 pac-
NpoCTpaH~s TeEM CaMblM ee AeiicTBMe Ha dese-
pasibHbll YpOBEHb, HEOBXOAMMO OCO3HaBaTh,
npownu nu Gunocopckne naeun, nexatme
B OCHOBE TakWxX [OKYMEHTOB, 06CYyXaeHue
BHYTPU CTpaHbl, BbIIN 1 OHW YCBOEHbI 60/b-
WMHCTBOM UYNEHOB Hay4yHO-obpa3oBaTesb-
HOro COOBLWECTBA M NPUHSATbI N LIKPOKUMM
cnosMmn HaceneHuns? Minu xe 310 Aenanocb
NCKMOUNTENbHO B LIENSX COOTBETCTBMS Mpo-
BOAMMOW roCyaapCTBOM BHELUHEN MOAUTUKE
N CTpEMAEHMEM K WHTerpaumv B mexnayHa-
POJAHblE OpraHM3aL U, MIMPOBOE COOBLLECTBO,
eBponenckyo UBuan3aumio. beps Ha cebs
Te UK NHble 0693aTeNbCTBA NMOA0OBHOMO Poaa,
HeobX0AMMO MOHMMAaTb WX COOTBETCTBUE
KYNITYPHBIM LEEHHOCTSAM POCCUIACKOro oblLie-
CTBa, €ro MOPajbHOMY M MPaBOBOMY CO3Ha-
HUO. Mbl XXe UMeeM CUTyaumto, Npy KOTOPO#

2Unesco. (2005). AkTbl TeHepanbHoii KoHbepeHumn, 33-g ceccus, Mapuk, 3-210kTa6ps 2005 1, T.1: Pesontoumnn. Pexxum
pocTyna: https://unesdoc.unesco.org/ark:/48223/pf0000142825_rus.page=90
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yueHble, HOPMOTBOPLLbI 1 YN paBAeHLbl OXOTHO
OVCKYTUPYIOT Kak Ha MUPOBO33peHYecKme
TeMbl, Tak ¥ Mo BONpOCamM MpakTUKK, HO BOT
0 CBA3W 3TUX ABYyX 06nacTeit MHAMBUAYA b
HOrO M KONNEKTUBHOIO OMblTa CEPbE3HbIX
NINCKYCCUIA noka He uaeT. Mexay Tem cyTb
OGUOSTUKM B aKTUBHOM BK/IIOUEHWM B MPOLLECC
BbIpaBOTKM MPUHLWMOB He TONbKO Creumnani-
CTOB, HO W WMWPOKUX CNOEB 3aMHTepeCcoBaH-
HoW obllecTBeHHOCTU. CTyAeHTbl, caatoline
3K3aMeHbl Nno ¢urocodun, ¢ pasHoM CTe-
MeHbl YBEPEHHOCTW Ha3blBAOT 3HAYMMble
pasnuna Mexay KOHUenuusMnm HeoKaHTu-
aHLEB, 3K3UCTEHUMANNCTOB WM NpeacTaBu-
Tenew «drnnocopus XnsHm», B To Camoe Bpems
Kak Mx npenogaBaTenn NpUHMMALOT Kak AaH-
HOCTb OTCYTCTBME HEMOCPeACTBEHHON CBA3M
MeXay TeM UAN UHbIM GUNOCODCKUM YUeHW-
eM W cogepXaHvnem HauMOHaNbHbIX KOHCTU-
TYUMWIA, BCEMUPHBIX AeKknapaunin Uam MHbIX
OpPUANYECKM 0OS3bIBAIOLLMX AOKYMEHTOB.
YunTbiBas obpalleHne K MOHATMIO CBOEro
ObITUA UM NNYHOTO BbITUE B MPEANCIOBUN,
Cpasy e MOXHO KOHCTaTMpoBaTb 3aBWCH-
MOCTb A@HHOTMO IOKyMeHTa 0T GUI0COPUN K-
3ncTeHUMan3Ma v nepcoHanusma. VimMeHHo
Tam, B 3K3UCTEHUMANW3ME U NepcoHav3me,
Mbl HAXOMM COOTBETCTBYOLLME AHTPOMONOMM-
yeckune KOHUEMLMM, B OCHOBE KOTOPbIX NEXNUT
noHATVE NnYHOro BbiTus. Bce ocTanbHble du-
nocodckme KoHUenumn, Byab To KapTesnaH-
CKUA MAW KAHTUAHCKMIA TpaHCUeHAEeHTaAN3M,
rereneBckasg AvanekTrka av aMepuKkaHcKui
peannsmM, paccmaTpuBaioT BbiTve Kak 6biTue
BCErO MMPa, OHO-eANHCTBEHHOE BbiTHE, TOX-
[leCTBEHHOE MUPY C Ero NPUPOAOV 1 UCTOPUENR.

Uctopuko-punocodpckaa nepcnekTusa
dopmuposanus «Bceobueit geknapauum
0 6M03THKeE M NpaBax Yes0BeKa»

Kak oTtmeuyana [1.I1. langeHko, C aHTW4-
HbiX BpemeH noaxos [MnatoHa u Apuctotens

K OnpeaeneHnio KaTeropum HuiITus CoxpaHs-
ca B HemsmeHHocTH (fanaeHko, 2010). boiTue,
COrMNacHo 3TOMy MOAXOAY, TPaKTyeTCs Kak Cy-
eCTBOBaHME KOCMOCA, NPUpPO[bl, YenoBeka,
HE3aBUCKMbIX OT Ubeit Bbl TO HI BbIIO MbICAN.
Apyrumn cnoBamu, B MOHATUM ObITUA MbIC-
naTca punocodckme Maen CyLlero, CyuHoCTH
1 cyulectBoBaHus. Knaccuyeckoe noHMmaHne
ObITUS COXPAHANOCH B HEM3MEHHOCTY BMAOTb
10 XX B, XOT4 yxe B XIX B. N0g4BASIOTCS nep-
Bble MOMbITKK Pa3inyeHus B BbITUN He TONbKO
MOAYyCOB (MAeanbHoe 1 peanbHoe), Ho U Gopm
(bbiITHe 0bLLEeCTBA, UCTOPUYECKOE BbITUE UT. 11.).
Ho naxe akTvBHOe ucnonb3oBaHue lerenem
1 MapKcom MOHATUI UCTOPUYECKOTO BbITUS
MW 0BLLECTBEHHOIO BbITUA HUYErD He K3Me-
HWUNO — peyb BCe paBHO Wa 06 yHMBepcab-
HOM 6bITUW. Bocxoasulee eule K fepakauTy
n3peveHmne, CornacHo KOTOPOMy «3TOT KOCMOC,
OMH W TOT Xe ANg BCEX, He Co34an HUKTO
113 6OTOB, HUKTO U3 NII0AEN, HO OH BCeraa bbif,
eCTb W ByaeT BEUHO», Kak Hefb3s ToUuHee Xa-
pakTepK3yeT Takoe NMoHUMaHue BbiTua.

CneayeT oTMETUTb, 4TO B HOBOE Bpems aa-
NeKo He Bce rnocopckmne yuyeHns coxpaHmnin
camy paccmaTtpvBaemyto KaTeroputo — BHaua-
Nne B AHMMKM, a 3aTtemM 1 no Bcen EBpone cTan
pacnpoCTpaHATbLCA B3MA/4 Ha MOHATME BbITNA
Kak Ha cxonacTuueckoe. Bonpekn KOHTUHEH-
TaNbHOMY  €BpOMerckoMy  pauMoHann3my,
6puTtaHckme smnnpucTel . BakoH 1 . Jlokk
0TKazaancb OT AAHHOrO MOHATUS Kak OT He-
onpefeneHHoro ¥ He WMetoLlero OTHoLe-
HMA K 4yBCTBEHHOMY OMbiTy. B elle 6onee
paAvKanbHOM BMAE 32 HUMK MOCAeA0BaNN
no3untuenuctbl O. KoHT 1 Ix.CT. Munnb, Buas
B KaTeropuu ObiITUS coaepaHue, KoTopoe
HEBO3MOXHO COMOCTaBUTb C Hay4YHbIMK dak-
TaMW WAV VHBIMU 1@aHHBIMW COBPEMEHHOM
Hayku. Takum obpasom, nboe obcyxaeHne
NOHATMA 6bITUA MpPeacTaBAsIOCh MO3UTUBHK-
CTam 6eCCMbICIEHHON TpaToWt CuA.
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B 10 e camoe Bpems B MppaLlMOHanNCTHYe-
cknx punocodckmx yuermax A. LloneHrayspa,
C. Kbepkeropa v ®@. Huulwe, a Takxe B TBOp-
yecTBe HemeLKoro pomaHtuama M. fete n O.
LLinerens MOXHO 0BHAPY>XWTb UCTOKK TOrO
CaMoro NoOHMMaHMs BbITUS, KOTOPOE OKaXeT-
cq 3aTeM BOCTpebOBaHHbIM B duaocodum
XX B. 1 ByaeT MMETb 3HauyeHue Ang bopmy-
JIMPOBaHMA NPUHLWNOB BUMO3TUKKN. Bonpeku
YHVMBEPCANMCTCKON  TpaauuMm  Knaccuye-
CKOW GUNOCODCKOW MbICAN, UPPaALUOHAIN-
CTbl M POMAHTUKKM 06paLLalTCa K MNOHATUIO
YHMKaNbHOro, NPOTUBONOCTABAAA €ro MOHS-
TUIO YHMBEpPCanbHOTo. BnoxeHHble V. TeTe
BycTa Meductodpens cnosa «Cyxa, MO Apyr,
Teopus Besje, a ApeBo XU3HM MbILWHO 3e/e-
HeeTl» 3ajalOT rOPM3OHT NPOTMBOMOCTAB-
NEeHNs YHWBEPCANbHOrO U YHUKaNbHOro. B
06LLEeM BUE MbIC/Ib O TOM, UTO KNaCcCUUECKIiA
OUNOCOPCKMI pasym HenpurogeH Ang no-
CTUXKEHUS XU3HW, CBOLWUTCA K CAefytollen
dopmyne: palMoHaNbHOE U TaroTerollee
K abCTpakumsm MblliNeHWe He CrocobHO
NpUBAN3NTLCS K KMBOMY, MO0 OHO Hampas-
NIEHO Ha YHMBepcaibHOe, Toraa Kak >XM3Hb
BCeraa yHuKkanbHa. Takum 06pasom, XW3Hb
Henb3s «ChOPMYINPOBATb», €€ MOXHO NHLLIb
nepexutb. OTctoaa v 0Tkas oT GopMynInpyo-
LWEero MeTona Haykun B Mosib3y conepexupato-
Lero MeTofa MCcKyccTaa.

K noHsTWIO AnuHoro 6biTus 06paTuanCh
dunocopbl NEpCOHANNCTCKON OpUeEHTaL MK,
OLHUM W3 KpyMHEeWLnx npeacTaBuTenei Ko-
TOpOM MOXHO Ha3BaTb PYCCKOTO MbICAUTENS
H.A. bepasiesa. «bbitne, — nucan H.A. bep-
[9€B, — Kak ero KOHCTPYMPYET MbIC/b, ObITHE,
Kak 06beKT, Kak MoHATME, ecTb LUapcTBO fe-
TEPMUHALLMW, HE MaTepUanbHON, GU3NUECKON,
HO mAaeanbHoOW AeTepmuHaumun. MaeansHas
Xe AeTepMuHaLms ecTb camas becnouanHas
W Npu 3ToM NpuaatoLlan cebe BO3BbILLEHHbIN
xapakTep B OTMYMe OT AeTepMUHALMUN MmaTe-
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pUasbHON. MaeanbHas getepMmuHaumns skcTe-
pPUOPU3NPYET, 06BEKTUBMPYET YHNBEPCAIN3M.
Ho 3TOT yHMBepcanm3m ecTb CMepTe/bHbIN
Bpar cBOGOAbl YenoBeKa, CMEPTEbHbIA Bpar
AnyHocTw» (bepases, 1939, c. 69).

Bcem M3BECTHO, 4TO O MOHATUAX YenoBe-
ueckoro 6biTUs, CBOBOAbI, OTBETCTBEHHO-
T 1 Ap. dunocodbl BeayT «b6ECKOHEUHbIE»
M MOpPON BecbMa 3MOLMOHA/bHbIE CMOPbI.
I ecnn roBopuTb 0 GUAOCOPCKOM 3HAYEHUN
cnopa o rymanmnsme mexay M. Xangerrepom
n XK-I. CapTpom, TO OH MpeKkpacHo WAto-
CTpupyeT npobnemy, CyTb KOTOPOA B TOM,
UTO Ha 3bI6KOM dyHAAMEHTE MHOroobpasus
GUNOCODCKMX YUEHWIA U KOHLIEMLMIA HEOBXO-
AMMO GOPMYANPOBATL MPUHLMMLI BUOSTUKN,
BbIMOMHAKOLLEA pONb aAMUHUCTPATUBHO-AM-
PEKTVMBHOMO 1 MPaBOBOrO perynstopa reHetun-
YECKNX NCCNefoBaHNNA.

[locne okoHuaHwus BTOopon MMpOBOW BOW-
Hbl BO3HUKAA OCTpast NOTPeOHOCTb B HEKOEM
YHMBEPCA/NbHOM B3MS4e Ha 4enoBeka, ero
NpUPOAY W CYLHOCTb, KOTOPbIA MOr 6bl 06b-
eIMHUTb MUPOBOE COOBLLECTBO, NEPEXMBLIEE
HeBUAAHHblE Npex/ie ApamaTnyeckmne cobbi-
TUS B HEBWAAHHbIX Mpexae macliTabax. Hu
YNOMUHAHNS O XPUCTUAHCKUX KOpHAX EBpo-
Mbl, HA anennsgumm K ryMaHUCTUYECKUM Naeam
anoxn Bo3poxaeHns, HU CCbikW Ha naeans
[MpocBeLleHns He Kasaaucb LOCTaTOYHbIMM
ONS yTBEPXAEHUS AOKYMEHTOB, MpW MOMO-
WM KOTOPbIX MWPOBOE COOBLIECTBO MO0
6bl YCTAHOBWTbL HOBblE MPUHLMMbLI U NpaBuaa
noBeAeHuns, co3patole HopMaTMBHO-NPaBo-
Byt0 6a3y ANs NpeaoTBpalleHns COBbITHIA, No-
[NOBHbIX MPECTYNNEHNAM TePMaHCKUX HaLMO-
Has-coumanncToB. TpeboBanoch obpatleHve
K COBPEMEHHOI GUAOCOPUM, HO MHOTOObpa-
31e B3MAA0B M TOUEK 3PEHUS HUYYTb HE YCTY-
nano  nawpanusmy GUICCODCKUX  YUeHUN
NpOoLWeALMX 3MOX UK Aaxe ycunmsanock. Ho
NOAXOANN NN NS 3TOTO IK3UCTEHLMANNIM?
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DK3UCTEHLUANNU3M U NPo6/iemMbl
MOJepHMU3aLMu ryMaHu3mMa

BOoNbWNHCTBO NpeTeH3nit K dunocodum cy-
LecTBOBaHMS TPaAMUMOHHO BbICTpanBaeTcs
BOKPYT LUMPOKO pacnpoCTpaHeHHOro MHEeHMS
0 TOM, YTO 3TO Punocodus oTyasgHms. IT0 yye-
HVe KaK Henb3s Nydylle NOAXOAMT ANS Onu-
CaHWg TOro TparuMyeckoro OmMbiTa, KOTOPbIN
nepexunun esporneiLbl B xose [lepBoit Mupo-
BOW BOVIHbI, a Takxe 06LLIero TpeHaa Ha coLu-
aNbHyl0 MHAMBMAYyanM3aumio. Ho B nepuoga
Mexay [ABYMS MUPOBLIMKU BOMHamW, Koraa
3K3UCTEHUMANN3M TONBKO MOSIBUACS, HUKOMY
elle, Kpome cammx GrnocodoBs, He MPUXOANIO
B ron0By MOABeprarb COMHEHWI0 LEeHHOCTY
rymanusma u MpocselleHns 1 Tem 6onee ne-
pecTpavBaTb Ha OCHOBE 3TOr0 HOBOTO YUYeHMs
06LeCTBEHHYO MOpab 1 NpaBo. ONbIT UHANK-
BUAYaIbHOTO BbITUS HY X 421CA B OCMbICAEHUM
M aleKBaTHOM BbIpaXEHWMW, KOTOPbIA W Bbin
ocyllecTBAeH baarofaps nepexofy oT KaTero-
PV CYLLHOCTU K KaTeropum CyLLecTBOBaHMS.

Bropas mMupoBasi BOVHa B KOpHE W3MEHW-
N1a CUTYaUMIo — Y>Kackl, MPUHECEHHbIE NMAEAMM
HaluWOHan-counanmama, chenanm  noecT-
KOM AHS MOUCK HOBBIX WMHCTWUTYLMOHANbHbBIX
M LEHHOCTHbIX OCHOBAaHWI ANS XU3HU BCEro
MMPOBOTo cooblecTBa. 1 3TOT Nouck npueen
K POXAEHMIO MOC/NEBOEHHOMO MMUponopsaka,
3adUKCMPOBAHHOMO Ha WHCTUTYLMOHAbHOM
ypoBHe co3pannem OOH 1 psaa mexayHapos-
HbIX OpraHM3aLuii, a Takxe psaa Aeknapaunn,
OCHOBHOW Cpean KOTopbix aBnsetca «Bceob-
was aeknapaums npas yenoBeka», NpuUHgTas
leHepanbHoit Accambneeir OOH 10 aekabps
1948 1. B TekcTe 3TOro OKyMeHTa BCe CTaTby
COOTBETCTBYIOT NPUHUMAAM TyMaHMU3Ma U nae-
anam TpoceelleHns: cBobosa BOMM, YHUKA/b-
Hasg JMYHOCTb, COLWMAbHas CNpaBefavBOCTb,
paBEHCTBO nepef 3akOHOM. YenoBek B ro-
PV30HTE 3TUX MPWHUMMNOB W LEHHOCTEN pac
CMaTpMBaAETCS KakK POAOBOE CYLLECTBO, W €ero

WHAMBUOYANbHOE AN TUYHOE BbiTUE onpeje-
NIAETCA KaK YaCTHbINA Cy4ai BCEMUPHOTO Obl-
Tns. [pyrviMm cioBamu, CyLiHOCTb onpeaenset
CYLLLECTBOBAHYE, MM N106aA SK3UCTEHLIMS eCTb
NposiBAEHNE SCCeHUMN. W x0Ta MHorvie dunoco-
(bl BOBCIO BO3PAXaoT MPOTWB 1060 NpeTeH-
OYIOLLEN Ha YHUBEpPCaIM3M MeTaduanKu, HOp-
MOTBOPLIbI, MOUTUKM 1 YNHOBHUKM HE AENaoT
M0 3TOMY MOBOAY AANEKO WAYLLMX BbIBOJOB.

BAusHue yueHus o IMUHOM 6bITUM
Ha pa3BuTHUe BUO3TUKMU

Pas3BuTue 6UONOMMM U MeAMULIMHBI BO BTO-
pon nonosuHe XX B., NMpuBejllee K nossie-
HUIO BMOSTUKM, B KOPHE MEHSET CUTyaLuio.
Okaszanoch, YTo HEBO3MOXHO YYeCTb BCE Cy-
yau, Koraa Bpady Wam yuyeHomy Heobxoammo
NpYHUMATL pelleHne 1 bpaTb Ha cebqa oTeeT-
CTBEHHOCTb B YC/I0BMSX BbICOKOW Heonpepe-
neHHocTU. Kpusnc obblyHOro mpasa Kak oc
HOBHOrO, €C/IN He eAMHCTBEHHOrO, CpeACcTBa
perynMpoBaHus nevebHol 1 UccaeoBaTesb-
CKOW AesTeNbHOCTU MPOMCXoana Ha (GoHe
GUNOCOPCKOro MepeoCcMbICIEHNs KOHLENTY-
aNbHOW OMMNO3UUMK «YHUBEPCAbHOE — YHU-
KasbHoe». ATaky Ha «meTadusnyeckme» KOoH-
Lenuumn 6bITMa Mupa UanM MuMpa Kak eamnHon
peasibHOCTN MPeAnpUHANN He TOAbKO 3K3U-
CTEHLMANNCTbI, HO 1 UX FaBHblE ONMMOHEHTbl —
Heono3nTMBKUCTLL. b. Paccen, nonaraBwmi k-
3UCTEHUMAM3M  QUIOCODCKUM  TeYEHUEM,
B KOTOPOM /10TVKa HeoTAeMMa OT MCUXO0-
TW 1 N033UKN, HE MeHee YOEXAEHHO KpUTH-
KOBa/ rerefibsiHCTBO W Apyrne KoHUenuum
eIMHOro ObITUA U eANHOW peanbHOCTU. «/lo-
rvka, KoTopyto s 6ydy oTcTamBaTb, — nucan
b. Paccen, — g9BngeTcs aTOMUCTUYHOW B NPO-
TUBOMONOXHOCTb MOHUCTUYECKOW NOTUKE TEX,
KTO Bonee nnn meree cnepyert lerento. [oBops,
UTO MOS I0TMKA aTOMUCTUYHA, S UMED B BUAY,
uTo  pasgenao  ybexaeHHOCTb  34paBoro
CMbIC/1a B CYLLECTBOBAHMM MHOTUX OTAENbHbIX
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npeaMeToB. 9 He paccmaTtpusato Habaogae-
MOe MHOroobpasue Mmpa Kak To, UTo COCTOUT
TONbKO M3 Pa3 U MHUMBIX YNEHEHWUIN eANH-
CTBEHHOM HepasaenbHom PeanbHOCTU»
(Russell, 2009).

B TOM Uan MHOM cTeneHn K naee yHuKalb-
HOCTU MOTAHYAUCL W apyrue ¢unocopckre
HanpaBaeHus, Takme Kak nparmatunsm, GeHo-
MEHONOTNS, MOCTMOAEPHM3M. [eHeTnYeckn
CBSA3aHHbIN C heHoMeHonornen n punocodum-
€ XM3HN IK3NCTEHUMAIN3M — eIMHCTBEHHOE
YYEHUe, He TOMbKO COXpaHMBLUEE MOHATUE
ObITUS, HO W CAENaBLIee ero LEHTPasbHbIM.
Mpasnaa, peub Lwna y>e He 06 06bIYHOM, Mapme-
HUIOBCKOM WAW rerefeBckom BbiTvM — Creun-
anbHO AN OTrpaHnueHns ceba oT NopobHbIX
KOHLEMUMIA OCHOBOMOMOXHMK 3K3UCTEHUMA-
avsma M. Xanperrep BBoauT noHstue Dasein,
KOTOpOEe MOXHO 6bi10 Bbl MEepeBecTy Ha pyc-
CKW 93bIK KaK «3[€Cb-ObITUE» AW KaK «Mpu-
CYTCTBME». HecnyyanHo CBOe yYeHue OH Nnpe-
noymTas HasblBaTb HE 3K3UCTEHUMANIMIMOM,
a QyHAAMEHTAIbHOW OHTONOTMEN WK aHan-
TuKoii Dasein.

[lapaflokcanbHO, YTO OAHOW M3 OCHOBHbIX
naen GyHLAMEHTaNbHON OHTONOTUK SBASET-
€4 0TKa3 OT NpUAaHWa TEpMUHY BbITUA TOTO
OHTONIOTNYECKOrO CTaTyca, KOTOPbIi 6bi1 Npu-
nucaH 3ToMy noHgatuio KceHodaHom u [lap-
MEHMAOM. «BCE eANHO 1 HEN3MEHAEMO, U 3TO
ecTb 60T, HUKOTAA HE POXAEHHbIA, BEUHbIN,
WapoBUAHON GOPMbl» — MNPUBOAUT C/I0BA
KceHodaHa LumuepoH cnycTd nontbicayene-
M. VI Bnnotb 4o XX B. laHHOE MOHUMaHume
ObITUS He CTaBWIOCL MOA COMHeHMe, Moka
M. Xaiaerrep He nocTaBun noa Bonpoc 060-
CHOBAHHOCTb M MPOAYKTUBHOCTb FMMOCTa3u-
pOBaHUs MOHATUA BbITUA B MeTadu3nke, Kor-
[1a OHO BbICTYMaeT Kak «pof», KaK «laHHOe»
NN KaK «HaIMYHoe». KOTHUTKBHbIE CpeaCcTBa
GEHOMEHONOTMM NO3BONSIOT HEMELLKOMY (uU-
n0cody roBOpUTb 0 BbITUM Kak O heHOMEHe
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CO3HAHWS, WHTYUTUBHO SCHOMY W He Tpeby-
folLemMy 06palleHns K YyBCTBEHHbIM JaHHbIM,
GakTam WAM OMUPAKOLLMMCA Ha HUX 0606-
WeHMo, abCcTparnpoBaHuio KOHLENTyannsa-
umn. Jpyrumm cnosamu, 6biTve BbiCTynaeT
Kak GeHOMEeH CO3HaHWUS 1 He 3aBUCUT OT du-
nocodum, Teopum, Hayku Uan MccnesoBaHui.
Bonee TOro, CMbICA BbITUS NEPBbIMK NOCTUTA-
0T He CpeicTBAMU TEOPEeTUMYECKOro Mbllliie-
HMS W He cpeacTBaMu GUAOCOPUM — OH UH-
TYWTUBHO MOHATEH, U ANS €ro KCNaMKaLmm
[0CTaTOYHO NPOBYAUTH CMbICA BOMPOLIAHNA
0 6bITUN. «BCeOBLIHOCTb KaTeropumn «BbiTre»
CO3JaeT OnpeAeNeHHble TPYAHOCTW: 3TON
KaTeropMn HEBO3IMOXHO JAaTb OnpejaeneHune
B TPaAMUMOHHOM CMbicae (4epe3 poa U BU-
[IOBOE OT/IMYME); ¥ HAC TakXXe HEeT «MpsmMoro
[0CTyNa» K BbITUIO: 1106ast OHTONOMMS eCTb UC
cnegoBaHue cylero. Ho A0MXHbI U Mbl TOT-
[a AaTb cnepsa obLy TUMNONOTUIO CyLLero?
Xanferrep cyMTaeT BO3MOXHbIM HayaTb CO
BMONIHE OMpeAeNeHHOro Cyulero. TakoBbiM
ABNSETCS Cam CnpalwuBaloLWLMiA, cylee, Tpa-
OUUMOHHO MMeHyemoe 4enosekom. CooT-
BETCTBEHHO, NPOSCHEHWE cMbicia ObITUA Ne-
XUT Yepes npeaBapuTe/IbHbIA aHann3 bbiTus
TOrO CyLLero, KOTOpPoOe W MOCTaBMAO BOMPOC
0 6bITUM» (TPUTOPbSH U Ap., 2004, ¢. 275-276).
AHann3 CTPYKTYp «3K3UCTEHLMU» Onpenens-
etca M. Xanaerrepom Kak HoBas Guaocodp-
cKas Hayka — QyHAaMeHTaNbHaAs OHTONOMUS,
nnv Dasein aHannTuka.

He cnepyeT aymatb, YTO CErofHS KaTeropuio
ObITUS MOXHO OTbICKATb TO/IbKO B YUEHUM 3K3W-
CTEHLMANNCTOB UM B TOM CMbIC/IE, B KOTOPOM
ee onpefensnmv aK3nCTeHUManncTsl. B apyrux
dunocopckmx KoHuenumax XX B. nHTepecy-
folLLee HAC NMOHATUE BbITHS COXPAHUIO U CBOE
cucTemoobpasytolliee 3HadeHue, U onpeaene-
HVe B Ka4eCTBE HaMYHOro ¥ poAoBoro. Han-
6o/ee M3BECTHbIMUM B 3TOM CMbIC/IE ABASIOTCS
dunocodpusd npouecca A.H. Yantxena n cra-
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TUYECKWIA cTpaTudukaumonmsm H. laptma-
Ha, a Takxe Uenblil psg HeopeaancTuyeckmnx
JOKTpUH. Bo Bcex 3Tux cuctemax nog buitvem
NOHMUMAETCA HeuTo 0bllee, YHUBEPCANbHOE,
a 6biTve uvenoseka (cBoe 6bITME) eCcTb ean-
HWUUYHOE NPOosBAEHKe 3TOro o0bLero. [pyrumu
CNOBaMU, peUb MOXET UATU TOMbKO 06 0fHOM
ObITUM — BbITUM BCETO MUpa, rae bbiTve oT-
Nle/IbHOro YenoBeka — NPosBAeHNe TOro camo-
ro 6bITNS MUPA, O KOTOPOM NUCANM GUAOCODSI
oT lNapmerHnaa no lerend. HecnyyainHo ¢u-
N0COGbI HEOKAHTUAHCKOW M NO3UTUBUCTCKOW
OpUWeHTaLMiA NoNbITaAnCh M36aBUTHCA OT 3TON
KaTeropuu, Kotopas WM npeacTaBasnach
HEHY>KHO 1 U36bITOUHOW. W XOTd 3Ta TeHeH-
Mg AeoHTonorm3aunmn Guaocodum Moxet
6bITb MPOCAEXEHA BMOTb 40 CPEAHEBEKOBO-
r0 HOMMHaNM3Ma, UMEHHO B cepeanHe XIX B.
NO3UTUBWCTbI NPEANOXMAN 3aMEHUTL MeTa-
OU3NKY «MO3UTKBHBIMKY HayKaMuK. HeokaH-
TUaHUbl Npeanarann Apyrue BapuaHTbl: Map-
6ypribl NOCTaBUAW Ha MeCcTo TeopUn Mupa
(oHTONOrMK) TEOPUIO HayKM (METOA0NOrNIo),
a B 6aIeHCKOM WKONE B PON OHTONOTUM OKa-
3anack Teopus ueHHocTert (Dmitrieva, 2016).
370 OTHOLWEHWE NPOCAEXMBAETCS Y AATCKO-
ro Teonora C. Kbepkeropa, Ho TONbKO aBTOp
«BbITUS 1 BpeMeHU» MoCTaBuUA nepes coboit
3aa4yy  GUAOCOPCKOM  KoHUenTyanamsaumm
onbiTa UHAWBMAYANbHOMO 6bITWA, MOHATOTO
KaK yHUKanbHoro. Kputukys 3anafHyto me-
Tadu3mnKy, KOPHU KOTOPOW YXOAAT B Camyto
PaHHIOK aHTWYHOCTb, M. Xanperrep OTpu-
UaeT raBHbIA NprUemM YMO3PUTENbHOMO MbilL-

neHus  — peudwnkaumo  (0BELLECTBAEHNE)
Kak  IKCTeHCMUMKaLMo  (ONMpPOCTPaHCTBAN-
BaHWe). bBbiTve [OMKHO  BbiTb  MOHATO

yepes KaTeropuo BpemMeHu, a He yepes kate-
roputo MPOCTpaHCTBa — BOT [aBHAs MbIC/b
ero ¢unocodun. MNpeanoxeHHbIn HeMeL KM
MbICIUTENEM MEPEXOA OTKPbIBAET BO3MOX-
HOCTb MOCTMXEHUS TNABHbIX OTINYMTENbHbIX

uepT UHAVBUAYANbHOMO BbITUS — KOHEYHOCTU
n caydaiHocT. ObpalleHne KO BpemeHw
nossonget M. Xangerrepy nocturaTb 6biTve
yepes aHa/ M3 YeNoBEYECKOM IKINCTEHLLMN.

eonlounsa 06pasa 3K3UCTEHLMANN3MA:
OT NecCMMU3Ma K ryMaHU3my

JK3UCTEHUMANM3M  NpUOBPeN  LNPOKYHO
NonyNSPHOCTb HE TOMbKO B CO0BLLECTBE GUO-
COdOB N YUEHBIX — 3TO Ha3BaHWE He CXOAMNN0
CO CTPaHWL, KHUT U ra3eT, akTMBHO NPOHMKas
B Cpe/y XYAOXHWKOB ¥ MO3TOB, NyBANLMCTOB
1 nonutukoB. V1 xotsa XK.-M. CapTp xapakTepu-
30Bafl €ro Kak «MCKMOUYNTENbHO CTPOroe yye-
HMe, MeHbLLe BCEro npeTeHaytoLlee Ha CKaH-
LNaNbHYIO M3BECTHOCTb W MpefHasHavyeHHoe
npexae Bcero AN Cneunannctos v Gpuaoco-
$OB», B XXM3HW MPOUCXOLUIO COBCEM WHOE.
VIMEHHO 3K3UCTEHUMAAM3M CTanu Ha3biBaTb
TEM CPeACTBOM, MpU MOMOLLK KOTOPOro ye-
noBeK XX B. CMOT BbIPa3nTb CBOW KU3HEHHbIV
OMbIT U Aaxe CBOE MUPOOLLYLLIeHWe, CTOMb
OT/IMYHOE OT MUPOOLLYLLEHNS Yenoseka 3Mo-
x1 Tpoceellenns. Mocbinaanucb 06BUHEHNS
B MeccMmMMame U HUMMAK3ME, UYTO Hensbex-
HO BE/NO K WUCKMOYeHMo dunocopumn cylle-
CTBOBAHWS W3 UMCAa MPETEHAEHTOB Ha ak-
CHoNornyeckoe NNAEpCTBO, TO eCTb Ha posb
HAaCNeAHWKOB, €Cin He AylWenpukasynkos,
PEHEeCCAHCHbIX TYMaHUCTOB WAM  €eBpOnei-
ckmx npocsetutenen XVIIB. B ston cutyaunm
XK-TM. CapTp nuwer cTaTblo «IK3UCTEHLMA-
JIN3M — 3TO TYMaHW3M», B KOTOPOI MblTaeTcs
peabuanMTnpoBath NpeacTaBigaemMoe UM Ha-
npasneHune.

Crpaterus X.-I1. CapTpa cOCTOWT B peKoH-
CTPYKLUMN MPEEMCTBEHHOCTV MeXAy wuaes-
MW PEHECCAHCHbIX TYMaHWUCTOB W eBponei-
cknx npocgetutenen XVII B., NONOXKEHHbIX
B OCHOBaHME TOW CamMoi CUCTEMbI LLEHHOCTEN,
Ha KOTOpY0 OMMpanuch Beaylimne cTpaHbl 3a-
nasnHow Eeponbl n CeBepHOM AMEPHKM Ha UC-
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X04e 3MOXW KONOoHWannma v B GopmMmnpoBa-
HMW NOCTKONOHWANbHOTO MUpa. VIMEHHO 3Ta
cMcTema LieHHOCTel Bbina NoNoXKeHa B OCHOBY
dopmupytolLerocs B XX B. MeXAyHapOLHOrO
npaea B LenoM u «BcemnpHon aeknapaumm
npaB venoseka». M X.-M1. CapTp BbicTpavBaeT
CBOW ANCKYPC, anennnpys K «Peun o 40CTONH-
CTBE YENOBEKAY.

NTanbaHCKun yyeHbin n rymanmct XVI B.
nmcan o TOM, YTO y Kax oW TBapu ecTb CBoe
MecTo, onpegeneHHoe borom eule B nepu-
Of, COTBOPEHUS MWpa, CAENaB UCKIOYeHue
Wb Ang yenoseka. lviko senna Mupannona,
BK/1ZbIBAS CBOM C/IOBA B yCTa TBOPLLA, MMUCAN:
«4 noctasun Tebs nocpean mMupa, 4tobbl Mor
Thl CBO6OAHO 0603peBaTh BCE CTOPOHbI CBETA
W CMOTpen Tyaa, Kyaa Tebe yrogHo. 9 He co-
34an Tebst HU 3eMHbIM, HU HebecHbIM. 160 Tbl
cam coobpasHo BO/E CBOEN MOXELWb UAN HUC
XOAMUTb Ha Camble HVXXHWE CTyNeHU XMBOTHO-
ro MUpa, WA NOAHATL cebs B Bbicouailive
cdepbl boxectsenHoro» (Della Mirandola,
2012). WIMeHHO 3Ta MbICAb, BblCKa3aHHas
Ha pyb6exe CpeaHeBekoBbs M HoBoro Bpe-
MEHW, CTONETUSIMK BAOXHOBASNA GMN0CODOB
1 NO3TOB, NOANTUKOB W ByHTapel ABUraThCs
N0 NyTU ryMaHnu3ma 1 NpocBeLLeHUS.

J1o6OMbITHO, YTO MPW 3TOM HUKTO He CTa-
BV MOA COMHEHMS MPUHLMMAbI YHUBEPCAN3-
Ma, KOTOpbI B GOPMYNMPOBKE 3K3UCTEHLM-
aINCTOB Bbipaxancs B Gopmyne: CyLLHOCTb
NpeiLecTByeT CyLLeCcTBOBaHMO. «[ng 3K3u-
cTeHumanucta, — nuwet X-M. Captp, — ue-
JIOBEK MOTOMY He MOALAETCH OMnpeLeNeHnto,
UTO MepBOHaYaNbHO HUYEro coboi He npes-
cTaBnger. YenoBeKOM OH CTaHOBWTCS NWLLIb
BNOCNEACTBMM, MPUYEM TaKMUM YENOBEKOM,
Kakum OH caenaet ceba cam. Taknm 06pasom,
HeT HWKAKoW Mpupoabl YenoBeka, Kak HeT
n 6ora, KOTOphIA Obl ee 3agyman. Yenosek
NpPOCTO CYLLECTBYET, U OH HE TO/NbKO TaKow,
Kakum cebq npeAcTaBaseT, HO TakoM, Kakum
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OoH xoueT crtatb» (Warnock, 2019). Jloruka
¢dpaHuUy3ckoro ¢unocoda gcHa M nocneno-
BaTe/bHa. YenoBek MOXeT NpeacTaBuTb cebq
cebe 1 ApyrvM nLLb NOC/Ee OMbiTa CYLIEeCTBO-
BaHWA 1 B MpoLecce nopbiBa K CyLIecTBOBa-
HUIO — OH cam fenaeT cebq, poxaaeT CBOO
npupoay. X.-. CapTp Ha3biBaeT 3TOT Te3nc
«NePBbIM MPUHUMMOM IK3UCTEHLMANNIMA.

[anee B UEHTp paccMOTpeHus nonajaer
B KayeCTBe OAHOro W3 CNeACTBMIA Bbllecka-
3aHHOrO TE3MC O TOM, YTO YeNoBeK — 3TO Npo-
eKT, BHYTpeHHee mMepexmuBaHue KOTOPOro
HE MOXET He BblTb CyObEKTUBHbBIM. HO TOT, KTO
npu3HaeT Cy6beKTUBHOCTb — aBTOMATUYECKM
MpU3HaEeT 1 BCe COMYTCTBYIOLLME STOMY MOHS-
TUIO CMbICAbI, NPENITCTBYIOLLME MPETEH3NAM
Ha 06UIE3HAUMMOCTb CYXAeHUs, YoexaeHns
AN oLeHKN. Ho B yenoBeke 10 onbiTa cylle-
CTBOBAHMWS HET HUYEro TaKkoro, YTo MMEHYIOT
cyuHocTtbto. Mo MHeHuto XK-M. CapTpa, ve-
JIOBEK HE MOXET CTaTb TEM, KEM 3axOueT, no-
TOMY 4YTO OCO3HaHHO 3axOTeTb CTaTb KEM-TO
MOXET ANLWb TOT, KTO Y>Ke KeM-TO CTaf, yxe
CYLLecTBYeT, ¥ 3TO ero CyLl.ecTBOBaHWE, Npes-
WecCTByloUee ero xe CyLHOCTW, npeaonpe-
NenT ero XenaHve. Takum o6pasom, mnoxe-
NaBLINA CTaTb KEM-TO YyXXe SBASETCS KeM-TO
N XOYeT M3MeHUTbCA. JlocTaTouHo v ero oc-
MbIC/IEHHOTO XenaHus Ans TpaHchopmauum
cebst — bonbloit Bonpoc. Ho camo xenaHue
CBMAETENbCTBYET O TOM, YTO XKeNatolunii yxe
€CTb 1 OH yxxe KTo-To. BoT nouemy XX.-I1. CapTtp
ybex/ieH, uTo YeoBeK CTaHeT TakMM, Kakos
€ro NpoeKT 6bITHA.

B TpaktoBKke dpaHUy3ckoro ¢uaocodpa
MOMHOCTbIO MEePeoCMbICANBAETCS OTHOLLEHNE
NOHATKIA CBOOO/bI, BOM U IMUHOCTU. «F MOTY
MNMETb XXeNnaHue BCTYNWTb B NApTUIO, HanmncaTb
KHUTY, XeHnTbes, — nuweT XK. CapTtp, — oa-
Hako BCe 3TO /MWL NposBaeHne Gonee nep-
BOHauafbHOro, 60/7ee CMNOHTAHHOIO BbI6OPA,
Uem TOT, KOTOPbI 0BbIYHO Ha3bIBAOT BOMEN.
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Ho ecnn cyulectBoBaHMe AERCTBUTEBHO
npealecTByeT CyLULHOCTU, TO YeNoBeK OTBET-
CTBEHEH 3a TO, UTO OH eCTb. Takum 06paszom,
nepBbIM  [1€10M  3K3MUCTEHUMANU3M oTaaeT
KaXKJ0My YenoBeKy BO BAaAeHWe ero bbiTue
M BO3/7araeT Ha Hero MOAHYI OTBETCTBEH-
HOCTb 3a CylecTBoBaHwe» (Sartre, 2007).

Mexay Tem B NpUBEAEHHOM NO3MUUMK
He YTBEPXAAETCH HU PENFTUBM3M, HI CyObek-
TWUBM3M B CMbIC/IE TOTO, YTO MHANBUAYANbHBbINA
cybbekT cam ceba Bbibupaet. X.-T1. Captp
rOBOPWUT O BTOPOM CMbICIE COBa «Cybb-
eKTMBM3M», COMMAcCHO KOTOPOMY YesnoBeK
He MOXET BbIMTW 3a rpaHuLbl Ye 0BEeYeCcKon
cybbekTMBHOCTU. W ecnn KTO-TO BbibUpaeT
cebq, TO TeM CaMbiM OH YTBEPXKAAET LIEHHOCTb
CBOEro BbibOpa W MpW3HAET Mo YMOAUYAHMIO,
UTO ero BbIGOP He MOXET BbiTb 3/10M, HO BCer-
Aa MLb 6aarom. Npu 3ToMm, Npr3HaBag HEYTO
B KauecTBe bnara Ang cebq, Mbl yTBEPXKAAEM
1 6aaro Ang Bcex. V1 ecaim mbl TBOpUM cebs,
TO Mbl Mpeanaraem ceoi obpas scemy oblie-
CTBY, BCEMY YEI0BEYECTBY.

Hanee X.-I. CapTp nepexoauT OT puro-
pucTuyeckoit kKoHuenumn CokpaTa, KOTOpblIi
nepBbiM YTBEPXKAan, uTo BCe CTpeMSTCa K H/a-
ry, K MoJenu KaTeropnyeckoro mmnepartunsa
N. KawTa, roe TpeboBaHue WHAWBUAYaNb-
HOFO HPaBCTBEHHOrO BbIGOpA YBSA3bIBAETCH
C YTBEPXAEHNEM KONNEKTUBHOW MOPasIbHON
HOPMbI. PasbacHag GyHAAMEHTANbHbIV CMbICT
BAXXHOIO [AAS 3K3UCTEHUMANM3Ma MNOHATUSA
TpeBoru, ¢GpaHLy3ckun Guaocod rosoput
0 MepexuBaHWM YenoBeKOM OTBETCTBEHHO-
CTW 3@ CBOWM MOCTYMOK, KOTOPbIA OKa3biBaeT-
€S yXe He OTBETCTBEHHOCTbIO Mepes camunm
Cob0Oi UAN CBOMMU BAN3KMMK — pedb 3/eCh
y>Ke uaeT 06 OTBETCTBEHHOCTM 3a BCe Yeso-
BeuecTBO. «M Kaxablii YUenoBek AomkeH cebe
cKasaTtb: JENCTBUTENbHO M S MMEK MPaBo
[ecTBOBaTb Tak, UTOBbI YeNoBeYeCTBO 6pano
npuUMep C MOMX NOCTYNKOB? EC/v ke OH He ro-

BOPUT cebe 3TOro, 3HaUWT, CKpbiBaeT oT cebs
cBoOto TpeBory. Peub naeT 34ech He 0 TOM YyB-
CTBe, KOTOPOEe BejeT K KBUETU3MY, K be3aen-
CTBMIO. DTO — TpeBOra, W3BecTHas BCEM, KTO
6pan Ha ceba Kaky-1Mbo OTBETCTBEHHOCTb»
(Frank & Preyer, 2020).

KoMMeHTHpyeTCs 1 NoHsTUE 3abpoleHHO-
cTn. ®OpaHUy3CKUiA MbICAUTENb BCMOMUHAET
cnoea ®.M. [1oCTOEBCKOr0O O TOM, YTO «eC/u
6ora HeT, To Bce A03BoeHo». XK -1, CapTp Ha-
3bIBAET 3TO OTNPABHOM TOUKOM GUNOCOPCKOTO
yyeHms 06 ak3ucTeHU K. bes Bepbl B boray ve-
JIOBEKA MCYe3aeT TOUKa ONOPbI, 1 OH OLLyLLaeT
cebq 6poLeHHbIM — HEeYeM 1 He3auem onpas-
AbiBaThCs. bonee Toro, He paboTaeT aprymeHT,
COMNMACHO KOTOPOMY Mbl MOXEM CCbINATbCS
Ha yenoBeyeckyo NPUPOLY 1 B HE HAXoAWTb
byHAAMEHT ANS YyTBEPXAEHWS NpaB Yesose-
Ka. Ho moHumas npupoay Kak cybcTaHUmio
UK KaK HeM3MEHHYI0, pa3 v Ha Bceraa AaH-
HYIO CYULHOCTb, Mbl HE MOAYYUM HaAEXHOro
OCHOBaHMWA, MOTOMY UTO «UYeNOBEK CBOOOAEH,
uenoBeK — 3T0 CBO6OAAY.

K-M. CapTp KpWUTUKYyeT CTOPOHHMKOB
TPaAMUMOHHOMO FyMaHM3mMa 3a TO, YTO OHM
HE O0CO3HAOT BCell 06MaHUMBOCTM Mobesb
COBpEMEHHON bunocodpun, B KOTOPON NoCUn-
Tanu noHsTUe bora cAnWKom 3aTpaTHOM U He-
3bdpexTnBHON rnnoTte3oin. CTOPOHHUKM Hayu-
HO-TEXHWYECKOro, COLMaNbHOr0 ¥ MOPabHOTO
nporpecca 6bi11 y6exaeHbl B TOM, UTO BCE 3TH-
UECKME HOPMbI M LEEHHOCTU He HyXAalTcs
B naee UX BOXECTBEHHOTO MPOUCXOXAEHUS.
Be3rpaHnuHas Bepa B pasym npueena K ero
060XECTBAEHWIO, ¥ BO MM 3TOrO HOBOrO bora
MOXHO 0TKa3aTbCs OT 3a60Tbl 06 WHANBMAY-
a/IbHOM BbITUV OTAE/IbHOTO YenoBeka.

CraTbs «IK3UCTEHUMANNIM —3TO FYMaAHM3M»
Bbl3Basa WMPOKMIA OTKAMK B MUPE, HO He BCe
€€ MbIC/IN HaLlWAW OTKIMK Y OCHOBOMONOXHMKA
3K3nCTeHUManm3ma. M. Xangerrep noctasu
NOL COMHeHMe camy BO3MOXHOCTb chHopmy-
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NPOBaTb HekWe MNpUHLKMML, He npuberaq
Npw 3TOM K Kakoi-1mbo metadmsmke. B ceoem
«[ncbme 0 rymaHusme» OH NpUBOAMUT NMpUMe-
pbl ABYX MOMNYyNSPHbIX B NOCAeBOeHHON EBpo-
ne WAEONOrMiA: MapKCcM3Ma WU XpUCTUAHCTBA.
B mapkcu3me cywecTBo Yenoseka onpeaens-
€T 06LLECTBO, B XPUCTUAHCTBE YE/IOBEUHOCTb
yenoseka Onpeaensercs yepes ero oTHoLle-
Hue K bory. Ho KynbTypHO-UcTOpuueckas ob-
YCNOBNEHHOCTb yMaHn3ma He No3BonseT Hall-
T B HEM HeEKMe yHUBepCasibHble OCHOBaHMS,
rPeKO-pUMCKMIA MUP, MUP MO3AHEeCpeaHeBe-
KoBOW WTanum unm ¢paHuysckoro [lpocse-
LWeHMS Kax bl pa3 no-pasHomy onpeaenser
YenoBeYeckyto NpUpoAy W CYyLLHOCTb Yeno-
BeyHocTW. W Bcerga ocyllecTaseTcs nepe-
XOZ, K MOHATUIO LLEHHOCTK, C KOTOpbIM M. Xai-
Llerrep cornacuTbesd He MoxeT: «/13-3a oLeHKH
Uero-Nnbo Kak LeHHOCTU OLEHMBAEMOE Haum-
HaeT CyLLeCTBOBATh TONbKO Kak NpeAmMeT Yeno-
BeYeCKOo oLeHKM. Ho To, Yem HeuTo aBnsgeTcs
B CBOEM ObITUW, HE UCUYepnblBaeTcd npeameT-
HOCTblO, Tem 6osee Torga, Koraa npeamet-
HOCTb UMeeT xapakTep LeHHOCTW. Bcskoe
oueHMBaHMe, faxe Koraa oleHKa No3nTHBHa,
ecTb cybbekTnBauma. OHa ocTaBgeT Cyllemy
He ObITb, a — Ha NMpaBax 06beKTa OLEeHKU — BCe-
rO MNWb cYMTaThCs. B CBOMX CTpaHHbIX yCUAK-
aX 10Ka3aTb BO UTO bl TO HW CTAN0 O6BEKTUB-
HOCTb LLleHHOCTEW Nt0AMN He BeAAt0T, UTO TBOPST.
Korma “6ora” B KOHLE KOHLOB O0OBbSBAAIOT
“BbICLUEV LLEHHOCTbK", TO 3TO MNPUHMXEHME
6oxecTBeHHOrO cyulecTBa» (Heidegger, 1949;
Rabinbach, 1994).

B 3TOM e ayxe Npu3HaHWa TMYHOTO BbITUS
1 OCTaNbHble NYHKTbI Aeknapaunn. K npusHa-
HUIO CMOCOBHOCTM aHaNM3MpoBaTh CBOE Cy-
LLeCTBOBaHME ¥ OKPY>KAlOLLyt0 ero AeicTBu-

TENbHOCTb aBTOPbI leknapaumny npnbasnsoT
ellle NaTb CNOCOBHOCTE:

—OlLlyLIaTb HECNpaBeAaNBOCTb;

—un3beraTb ONACHOCTY;

—6paTh Ha cebs OTBETCTBEHHOCTb;

— CTPEMUTBLCS K COTPYAHNUYECTBY;

— [1aBaTb HPABCTBEHHYIO OLEHKY MPOUCXO-
aauemy?.

Mcxoas M3 KOHCTaTaummn TOro obcroatens-
cTBa, uTo [leknapaund HauMHaeTca ¢ npu-
3HaHWA OHTONOTWM IK3UCTEHLMANM3MA B Ka-
uecTBe 6a30BOW, HEOOXOAMMO YTOUHUTL ee
NoTeHUMAN B UHTEPNPETALMN NOHATUIA Cripa-
BEAMBOCTU, 6€30MaCHOCTU, OTBETCTBEHHO-
CTU, COTPYAHUYECTBA U HPABCTBEHHOW OLEH-
Kn. ECTb v B drnocodum sk3ucTeHumanma
Kakoe-To 0cob0e TONKOBAHME CMbIC/IA JaHHbIX
NOHATUA, MU AN UX PA3bACHEHWS BMOAHE
JOCTaTOYHO OObIAEHHbIX 3HaYeHWi U 34pa-
BOro cMbicaa? [119 OTBETA Ha AaHHbIA BONPOC
HeobXx0AMMO 06paTUTLCS K COBPEMEHHbIM CO-
UManbHO-GUAOCOPCKUM 1 dUNoCcopCKo-aH-
TPOMONOTUYECKMM  YUEHUAM, DPENEBAHTHBIM
paccmaTp1MBaemMomy BOMpocy.

OT «aHann3a 6bITUA» K «OLLYLLEHUIO
HecnpaBeA/IMBOCTU»

Yuntbigas 70, 4to B leknapauunm otmeyaeT-
€ BXHOCTb HaMUMA y YYaCTHUKOB reHeTu-
UECKMX WCCNeNOBAHMA CMOCOBHOCTU «OLLLy-
WaTb HeCNpaBeAIMBOCTb», CAeflyeT OTMETUTb,
YTO MMEHHO 3TOT BWA AesTeNbHOCTV Mpea-
nonaraeT obpalleHne K AaHHOW Teme B TOM
cneundurueckom KOHTeKCTe, KOTOpbIA 3aaaH
chepon feqrenpbHoCTH. W 3agada HOpMOTBOP-
LeB, CO3AamuWmx WHCTUTYTbl W CpeacTBa
NpaBOBOTO  pPeryinpoBaHUst reHeTUYeckmnx
MCCNeaoBaHUI, — ONepeThcs Ha Gunocodp-

*0OO0H. (2005). Bceobuasg aeknapaung o 6uosTuke u npasax yenoseka. Mpuxara pesomoumnein [eHepanbHot koHbe-
peHuum OHECKO no goknaay Komuccum Il Ha18-m naeHapHoM 3acefanni 19 okTsa6pa 2005 roaa. Pexxium gocTyna:
https://www.un.org/ru/documents/decl_conv/declarations/bioethics_and_hr.shtml
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CKO-TeopeTuyeckme npeacTaBieHns o TOM,
YTO Takoe CnpaBeaMBOCTb M Kak OHa Bblpa-
KaeTcs B YyBCTBE HecmpaseaavMBoCTU. Ecaum
06paTUTbCs K HOPMATUBHbLIM JOKYMEHTaM,
TO MOXHO 0BHapy>XUTb OUEHb HEMHOrO. Tak,
B MexayHapoLHOW Aeknapalnmn O reHeTunye-
CKNX AaHHbIX YesoBeka, NpuUHATON leHepaib-
HOW KoHdepeHumein FOHECKO 16 okTa6ps
2003 ., peyb UAET O TpaHCrpaHNUYHOM nepe-
MELLEHNN TeHETUYECKMX AaHHbIX YenoBeka,
NPOTEOMUYECKMX AaHHbIX YenoBeKa 1 b1ono-
rMueckmx obpasuos*. B aTom AOKyMeHTe ro-
cyfapcTBam MpeanuchiBaeTcs OCyLLeCTBAATb
peryimpoBaHuve, 3aboTacb 06 ykpenaeHuw
MeXyHapoAHOro MeANLMHCKOrO U HayYHOro
COTPYAHWNYECTBA, C OAHO CTOPOHbI, 1 06 0be-
CNeYyeHnn «CcnpaBeavBoro AocTyna K Takum
NaHHbIM» — C 1pYTOM.

MTak, cnpaBeasMBOCTb Tematusmpyetcs
KaK CcrnpaBeavBbll AOCTYN K FeHEeTUYeCcKmUMm
NaHHbIM. Ho pa3Be 370 BCe, UTO MOXHO CKa-
3aTb MO AaHHOM Teme, unn astopbl [ekna-
pauuv vMenn B BUAY UTO-TO WHOE, roBOPS
0 CNOCOBHOCTY OLLYyLIaTb HECMPaBeAIMBOCTb
Kak O HeobXoAMMOM KauecTBe uenoBe-
ka? MpuHUMN CnpaBeANMBOCTM — 3TO OAMH
3 UeTbipex 6a30BbIX MPUHLMMNOB BMOITUKM,
Hapsay C U3BECTHbIMU C APEBHOCTU «HE HaB-
pean» 1 «aenai 6naro», a Takxe npuHLMUNom
yBaXKeHus aBTOHOMUW MaumeHTa. Ho 3aech
peub MAeT 0 CNpaBeaMBOM AOCTYNe K Mean-
LIMHCKOM MoMmoLLK, K nekapcTsam, K 3aboTe
CO CTOPOHbI rocyaapcTea. [1pn 3Tom BOMpoc
0 TOM, BO3HMKAOT N B cHepe reHOMHbIX UC-
CnefoBaHUA M NPUMEHEHUS TeHEeTUYECKMX
TEXHOMOMWIA  KaKkmne-To 0cobble MopanbHble
1 NPaBOBble KOAAM3UN, HYXKAAETCH B YTOUHE-

HUN. «Psa BbIBOAOB COBPEMEHHOW FEHETUKM
yenoseka, —otmeyaeT E.B. bpbisrasvnHa, —cra-
BUT 3a4a4y yTOUHEHUS (MHTepnpeTaumu, yye-
Ta) pada NOHATWIA 1 KOHUenuwuit (paBeHCTBo,
CnpaBe/MBOCTb W T. A.), TpebyeT onpenene-
HMS OTHOLIEeHWS COUMOryMaHWTapHOro 3Ha-
HMS K nepcnekTvBaMm GOpPMUPOBAHUS U30N-
POBAHHbIX MYyNOB FEHOB BHYTPWU OTAE/bHbIX
nonyasunii B pesyabraTe CouManbHbiX Mpo-
LeccoB. AKTyaabHa BbIpaboTka B COLMabHOM
TEOPUW OTHOLLEHMS K BO3MOXHOCTAM OpOpM-
NIEHUS COLUMANbHbIX CTpaTUdUKaLLWiA, Basnpy-
IOLWLMXC HA OUONOTUUECKUX OCOBEHHOCTAX
Kak Kputepuax anddepeHumnaunm, Hanpumep
B chepe cnopTa u obpasosaHua» (bpbiranu-
Ha, 2015, c. 146).

[locTaBneHHas poCCUNCKUM  GUIOCODOM
3aja4a 3KCNAMKaUMM MOHATUIA paBeHCTBa
1 CNpaBednBOCTM NMPUMEHUTENBHO K 06/1a-
CTW FEHOMHbIX UCCNelOBAHWNIA 1 MPUMEHEHNS
reHeTnYeCckNX TEXHONOTMIN MOXET MoKa3aTbCs
NpoCTOi, M6O Ha NEPBLIV B34 B 3TOW che-
pe YenoBeyeckom AesTeNbHOCTA He MPOMCXO-
[T HUYErO TaKoro, YTO BLIXOAMIO Obl 32 paMKM
TPAAMUMOHHbBIX MPeACTaBAeHMIA O counab-
HOW CnpaBefAVBOCTM, MOHWMAHWE KOTOPOW
onpesengetca B Jeknapauum Kak «Crnocob-
HOCTb Ol ATb HECMPaBEANVBOCTb.

Ecav mMbl TOBOpUM He 06 MHCTUTYLMOHANN-
3pOBaHHOW B rOCYAapCTBEHHOM 3akOHOAA-
TeNbCTBE CMpaBeMBOCTU OOLWECTBEHHOTO
YCTPOWCTBA, rapaHTupyoLLeit cnpaBeanneoe
pacnpefeneHne OorpaHUYeHHbIX pecypCos,
a paccmaTpriBaem CnocobHOCTb OLLyLLATh He-
CNpaBe/IMBOCTb HA YPOBHE WNUYHOMO GbITUS,
TO NOSBNFIOTCS HOBble BOMPOCH. Hanpumep,
KaK COBMECTUTb YyBCTBO, OXBaTblBaloLLlee ye-

* OOH. (2003). MexayHapoaHas AeknapaLmns 0 reHeTUYecKnx AaHHbIX Yenoseka. MpuHaTa pesontoumnen feHepans-
How KoHpepeHunn OHECKO no aoknaay Komuccun 11l Ha 20-m naeHapHoM 3acefannu 16 okta6pa 2003 roaa. Pe-
XUM gocTyna: https://www.un.org/ru/documents/decl_conv/declarations/genome_dec.shtml
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NIOBEKA, Ubl TeHbl HECYT B cebe Hacneayemble
UK gaxe npnobpeTeHHble AeheKkTbl, NAeHTH-
buuMpoBaHHble Kak reHeTuyeckue 3abone-
BaHM4, ¢ 3a60Toit 0 Byaylem homo generis?
MpUHMMaBLWKIA y4acTue B BbIpaboTKe yCNOBHIA,
KOTOpble JOKHbI ObiTb BbIMOAHEHDI NEpes pe-
[AKTMPOBaHMEM reHoMa SMBpKOHa YenoBeka,
npefHa3HayeHHoOro Ang MMnnaHTauuu, ame-
pUKaHckmm nccneposarens . baatumop Bbl-
cKkasan B OAHOM M3 CBOMX MHTEPBbIO KpaiHe
BaXKHOe nonoxeHue: «Mbl HUKOTAa He Aenanmu
TO, YTO MOXET U3MEHWUTb FeHbl Ye10BEYECKON
pachbl, 1 Mbl HAKOTAQ HE Aienanu To, UTO MOXeT
MMETb MOCNEACTBMA AN8 ByaylmMx nokone-
HWit». HasBaHHble TpeboBaHMa Bbian NPUHS-
Tbl Ha coBewaHun B 2017 r. HaumoHanbHoOWM
akaZeMnn HayK, BUOVHXKEHEPUM Y MEANLIMHDI
CWA ¢ wnpoknum npeacTaBUTeNbCTBOM MEX-
AyHApOAHOro HayuHoro coobulectsa. Cpean
npoYyero B NPMHATHIX AOKYMEHTax yTBepXKaa-
NI0Cb, YTO nocneposarenbHocTs AHK, nony-
YyeHHasa B pesynsrate pefakTVPOBaHMS, LONXK-
Ha OblTb Y>Ke pacnpocTpaHeHa B Monyasumum
M He HeCTn B cebe HMKAKOTO U3BECTHOMO pu-
cka 3abonesaHns (Regalado, 2018).

37K cnoBa 3BydaT ycnokamsatolle Ans Tex,
KTO He WMeeT reHeTUYecknx naTonorui,
HO OHW e MOryT BOCMPUHMMATLCS Kak Mpu-
rOBOP A9 Tex, KTO Hallen 6bl CnacuTeNbHbIM
KBaAMOUUMPOBAHHOE MeAMLMHCKOe BMeLla-
TeNbCTBO, M36aBAAIOLLEE X MOTOMCTBO OT «PO-
[IOBOrO MPOKAATUS». IcTopus ¢ NpUMeHeHem
CRISP-texHonornii 8 Knutae v ¢ 3aseneHvem
0 HaMepeHuM oTpeaaKkTMpoBaTh FeHOM HOBOPO-
XAeHHoro B Poccnv HarnsaHo MAKCTpUPYIOT
He TONbKO MOpasibHble 1 NpaBOBble KOANN3NY,
HO M BO3MOXHOCTb MHAMBMAA OLLYTUTb Ty Ca-
MYtO HeCnpaBeIMBOCTb, O KOTOPOW MAET peyb
B nepBbix cTpokax [eknapaumn. Ecam npy atom
ero y6eanan B ToM, UTo 0b6LIECTBEHHOE 6aro
BaXkKHee UHAMBWAYaNbHOrO, a ero CNoCcoBHOCTL
«aHaNM3MpoBaTh CBOE BbiThe» Kak pas W CBO-
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ANTCH K YMEHWIO COEAVHUTL B 3TOM aHanmse
LEHHOCTY WHAMBMAYAAM3MA C  LEHHOCTAMM
KONNEKTNBM3MA, TO TOFAA paLMOHAbHBIA Bbi-
60p B MO/b3y POAOBOI 6E30MaCHOCTU CMOXET
CMArUMTb UYBCTBO HECMpaBeMBOCTM MUpa
VAN CyabObl MO OTHOLLIEHMIO IMYHO K Hemy. Bce
3TO SICHO, HO rMoyemy B psifi akCMOM paccma-
TPUBAEMOrO [JOKYMEHTA BblHECEHA WMEHHO
CNOCOBHOCTb OLLYLLATb, XOTS MO0 Obl ObITh
«MOHUMATb», «0CO3HABATb» WU «yYTBEPXKAATb»?

3aknueHue

JK3UCTEHUMANN3M, KOHEYHO Xe, He eAnH-
CTBEHHbIN  QYyHAAMEHT COBPEMEHHON 6M1O-
oTukun. Eue rybxe B HOBOW 061acTn 3Ha-
HMS 3a10XeHbl LUEHHOCTV WMHAMBMUAYyaAU3ma,
CBSI3aHHble C MNpPOTECTAHTCKMM MOHUMAHM-
eM aBTOHOMWW JIMUHOCTK, Hambonee no-
cnepoatebHo otcTamaemble . KaHToM.
«OCcOBEHHOCTbIO MPOTECTAHTCKOrO MOAXOAA
K MOpanbHO-3TUYECKMM npobiemam Brome-
AnunHbl, —nuwet V1.B. CunyaHoBa, —aBnsgeTcs
NPUHUMN MOPasbHOW aBTOHOMMUK, COTMACHO
KOTOPOMY OTBETCTBEHHOE pelleHune 1 Bbibop
NencTBug  “obpeTaeTcs KaXAblM CamocToa-
TeNbHo, 6e3 nocpeaHuKos”. lpumaT “camo-
CTOATEILHOCTU” MHAMBMAA B MPOTECTAHTCKOM
3TUYECKOM TEONOMUI CBA3AH CO CMOCOBHOCTHIO
uenoBeka “aapatb cebe 3akoH” 1 6e3 BCAKOro
BHELLHEro NpuHyxaeHns 60poTbCs 3a ero cy-
wecTBoBaHve» (Aceea v ap., 2017, c. 85).

B 3TOM, Ka3anoch 6bl, Man03HAUNTENBHOM
dakTe Mbl Takxke HaXxoAMM HamepeHwue ro-
BOPUTb O MIOASX, YUbM B3MSAbI, YyBCTBA U Me-
pexXunBaHNS AOMXKHbI pacCMaTpUBaTbCS BHE
KaKov-1mbo Teopun, UK, TOBOPS A3bIKOM du-
nocodun XX B., BHE Kakoin-1mb6o meTadusnku.
dunocodus 3K3UCTEHUMAAM3MA BbICTYNMAQ
OlHUM U3 MpeTeHAEeHTOB Ha poNb MOCTMe-
TapU3MYECKOrO MHCTpyMeHTa 060CHOBaHMS
aKCMOM BUO3TUKM — AUCUMMANHBI, B CAMOM
3aMbIC/Ie NMOABAEHMNS KOTOPOIA Bblfa 3a10KeHa
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naes He3aBMCMMOCTU OT GUNoCOPCKON Teo-
PUM UV PENIMTMO3HOTO YUEHNS.

Passutre 6uONOMMM WM MEAULMHBI, OCO-
6eHHO B 061aCTW reHeTuKK, Npuaano HoBbIN
UMMYNIbC Pa3BUTUIO MbICAEA DK3UCTEHLMANN-
CTOB, MOPOAM/IO HOBbIE KOHTEKCTbl M CMbIC-
Nbl. 3260Ta 0 COBCTBEHHOM TeE U O CBA3AH-
HbIX C 3TUM BO3MOXHOCTAX CMEHWUTb MO
VA BHEWHOCTb MOCTaBUAA  HEOXMAAHHbBIN
BOMPOC O TOM, UTO BaXHee — COXpaHeHue
i usmeHeHve? K 3abote o cebe a06aB-

BO3MOXHOCTb WM3MEHUTL TEHETUYECKM nepe-
[aBAEMYI0 CBOMM HaC/I[HMKAM COBOKYMHOCTb
BUONOTMUECKMX U HAAOWUONOTMUYECKMX KAaYecTs
JOMNONHAETCS OMaceHnem MoBANATL Ha BeCh
homo generis: 0AVH-e4NMHCTBEHHBIN HAbOP re-
HOB Ha YPOBHE VHAMBULA MOXET NEepPepoanTh
BECb FEHO(OH/, STHOCA, Pachl, YENOBEYECTBA.
AHTPOMO/OMM Ha3blBAKOT reHeTudeckue MmyTa-
LMW APaNiBEPOM CMEHbI BIULOB 1 3BOIOLNN ue-
noseka. TofbKo Tenepb peds UAET He 0 Habo-
JEHWUI, 2 O BMELATE/bCTBE, MPaBo Ha KOTOPOe

ngetcsa 3aboTa o AeTax, BHYKaX W MpaBHyKax. HE MOXET 060MTNCL 63 3TUUECKOM CAHKLIN.
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leHeTuKa NoBeaeHMs B paKypce
rpa><4aHCKO-NpoLeccya/ibHOro A0KasbiBaHUS

AHacTtacua A. CenbkoBa™
Ypanbckuit rocyaapCTBEHHbI PUANYECKNI YHUBEPCUTET MMeHn B. . Akosnesa, EkatepuHbypr,
Poccuiickas ®epepauus

AHHoTauus

C momeHTa cBoero opopmneHns B KayecTBe OTAENbHOW 0TPAC/M HAyYHOro 3HaHUS
reHeTnka NoBeAeHNs Bbi3bIBAET MHOXECTBO 3TUYECKMX, MPaBOBbIX U COLMANbHbIX
BOMPOCOB. BbisiBNEHNE reHETNUECKMX MCTOKOB NOBEAEHMNS BbIXOAMT 3a Npeesbl Ha-
YYHOI Chepbl B TaKMe COLMANBHO 3HaUMMblEe 061aCTH, KaK npasocyane, obpasosa-
HVe 1 3paBoOXpaHeHue. Pa3BuTe HOBbIX METOMOB W aHAUTUYECKMUX MOAXOAOB,
BK/IIOYAS CEKBEHMPOBAHME reHOMa, HeMHBa3MBHOE MpeHaTasbHOe TeCTUpOBaHMeE
1 ONTOTEHETUKY, IBHO M3MEHWNO HamnpaBieHWe AafbHENWEero pa3BuTHUs reHeTuKm
noBeAeHNa, KoTopas npeobpasosasia NpaBoBble U COLMATbHbIE KOHTEKCTHI B1OMe-
NUUMHCKMX UCCNefoBaHWNIA, aHanv3vpyemble B AaHHOW cTaTbe. ABTOP yKa3biBaeT
Ha pacwupeHve chepbl NPUMEHEHWS TEHETUKWU MOBEAEHWs, CTaBllee 3aMeTHbIM
BO MHOIMX rocyfapcTBax, akUeHTUpYeT BHMMaHWe Ha 3TUYECKMX, MPaBOBbIX, CO-
LUMaNbHbIX 1 NOAUTUYECKUX BOMPOCAX, BO3HMKAKOWMX B CBA3M C NOTEHLMANbHbIMMY
BO3MOXHOCTAMY MPUMEHEHNS FEHETUKIN NOBEAEHNS A9 Leneit 0Ka3biBaHUs B Cy-
nonpounseoacTee. JlenaeTcs BbIBOA O 3HAUUTENbHOI LLEHHOCTW FeHETUKIN NOBeAEHNS
1 NOBeAEHUYECKNX TEHETUYECKNX 10Ka3aTeNbCTB A5 Lenei onpeaeneHns 3Haunmblx
06CTOATENBCTB MO AENY 11 BBIHECEHWSA CYA0M 3AKOHHOTO 1 060CHOBAHHOMO PELLEHNA.
Ha npvimepe KOHKPETHbIX KaTeropuii Aen (rpakAaHcko-npaBoBble AeNKTbl 1 aena
06 YCTaHOBNEHWM OMNEKM) MOKA3aHO, KakiMM 0BPa30M MPUMEHEHUE FEHETUKM NMOBE-
NleHNs NO3BONT rapaHTMpPOBaTh HaANEXally0 3alNUTy NPaB HEKOTOPLIX YS3BUMbIX
rpynn HaceneHms (HeCOBEPLWEHHONETHMX W ANLL, CTPAAALLIMX NCUXNYECKUMUN pac-
CTpOMCTBaAMM).

KnloueBble coBa: reHeTka NoBeAeHNs, NPaBoOBOV PEXNM reHeTUYECKOR MHGopmaLmn, cpeacTsa aoka-
3bIBAHNA, NCCNEA0BAHME 10KA3ATENbCTB, FPAX AaHCKO-MPABOBbIE AEINKTHI, CyaebHas skcnepTmn3a

Ana uutupoBanus: Cenbkosa, A A. (2023). lfeHeTrKa NOBeAEHUS B paKkypce rpaxAaHCKOo-MpoLeccyab-
Horo gokasbiBaHwus. Lex Genetica, 2(1), 95—107. https://doi.org/10.17803/lexgen-2023-2-1-95-107
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Behavioural Genetics in the Context
of Proof Within Civil Procedure
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Abstract

Since being established as a separate branch of scientific knowledge, behavioural ge-
netics has raised many ethical, legal and social questions. The identification of the ge-
neticorigins of behaviouris expanding beyond the scientific field into socially relevant
areas such asjustice, education and health care. The development of new techniques
and analytical approaches, including genome sequencing, non-invasive prenatal
testing and optogenetics, has clearly changed the direction of further development
of behavioural genetics. This has also transformed the legal and social contexts of bio-
medical research analysed in this article. The author discusses the expanded scope
of behavioural genetics which has become prominent in many countries. The author
further focuses on the ethical, legal, social and political issues raised by the potential
application of behavioural genetics used for evidentiary purposes in legal proceed-
ings. The author draws the conclusion that behavioural genetics and behavioural ge-
netic evidence are of significant value in determining circumstances relevant to a giv-
en case, thus assisting the court in coming to a legitimate and well-reasoned decision.
By examining specific categories of cases (civil torts and guardianship cases), the au-
thor shows how the application of behavioural genetics can ensure that the rights
of certain vulnerable groups (juveniles and persons with mental health problems) are
adequately protected.

Keywords: behavioural genetics, legal regime of genetic information, means of proof, examination
of evidence, civil law torts, court expertise
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BBegeHue

Tema Mcnonb3oBaHMS MOBEAEHYECKUX Te-
HeTMYeCckMx A0Ka3aTeNbCTB B rpaXkKAaHCKOM
Cy[ONpON3BOACTBE BO3HMKAIOUWME MPU STOM
CMOpHble CUTyauMn A0 CUX He MpuBaeKaroT
[OCTaTOYHOTO BHMMAHWA NMpaBoBeaoB, 60/b-
WWHCTBO U3 KOTOPbIX YIAYOUANUCh B NCCaeao-
BaHWe COOTBETCTBYIOLLMX BOMPOCOB MpuUMme-
HUTE/IbHO K YronoBHOMY npoueccy. MNogobHoe
HayuHoe «rpeHebpexeHne» 0bbacHAeTCS
Tpems NpUYMHaAMM.

Bo-nepBbix, ULeNM rpaxaaHckoro u yro-
JIOBHOTMO  Cy[0MPOM3BOACTBA CYLECTBEHHO
pasnuyaloTcs. B pamkax rpaxpaaHckux gen
paspewatoTcs Cnopbl Mexay CcybbekTamu
4aCTHOro MpaBa OTHOCUTEIbHO WX topuanye-
CKMX npaB u obgzaHHocTer. [pecTynneHns,
HanpoTWB, NpeanonaralT HapyleHue UH-
TepecoB Kak rocyaapcTsa, Tak M 06ulecTsa
B Luenom. CoobpasHo 3ToMy 0Ka3aTeNbCTBa
B YFO/IOBHOM [ie/1e Cy>KaT Lensim noucka Bu-
HOBHOIO B COBEpLIEHMM MNpaBOHApYLIEHWUS
W, TaKUM 06pa3om, KaxyTcs 6osee 3HauMMbl-
MW, Yyem [oKaszaTenbCcTBa, MpeacTaBnsemble
B XOAE rpaxAaHCKOro Cy4onpon3BOACTBA,
JMWb OTAANEHHO 3aTparuBatolLero chepy 06-
WeCTBEHHOro Nopsaaka.

Bo-BTOpbIX, cynebHas npakTnka no He-
KOTOPbIM FpaxAaHCkMM aenam (Hanpumep,
no aenam o6 ycTaHOBAEHWUM OMEKW Had AeTb-
MW) TpaAMUMOHHO OCHOBBIBAETCS Ha TONKO-
BaHMW OMNpeaeneHHbIX kaTeropuii (Hanpumep,
Haunyullve WHTEpechl pebeHKa) WCK/YN-
TeNbHO B coumonornyeckom pakypce. Cnego-
BaTe/IbHO, Ha CErofHs MoBeAeHYeckue reHe-
TUYeckme AoKasaTenbCTBa MOy T UrpaTh NWb
OrpaHMYeHHY0 poib B TakMX rpaxAaHCKMX
nenax.

B-TpeTbux, Tekylwlnin ypOBEHb pa3BWTUS
reHeTuKM noseaeHus (0COBeHHO ncmxma-
TPUYECKOW FeHeTVKM) He MNO3BOAJeT C Mak-
CUMANbHOW  3ODEKTUBHOCTLIO  NMPUMEHATH

JaHHble [0Ka3aTenbCcTBa B IPaxAaHCKOM
npouecce. [lo cux Nop Heb3s 0HO3HAUYHO
NAEHTUOULUMPOBATL  FeHeTUYeckne mapke-
Pbl, CBA3aHHbIE C TaKMMKU Creunduyecknmm
NCUXMUYECKUMU COCTOSHUAMM, KaK Aenpeccus,
wnsodpeHnsa, 6unoaapHoe paccTpoiCTBO,
ayTW3M, CUHAPOM AeduLnTa BHUMAHMA C Th-
nepakTMBHOCTbIO. Kpome TOro, OKoH4Yatesb-
HbIA AMArHO3 O HaAUUMKU AUBO OTCYTCTBUM
NepeunCcieHHbIX PAaCCTPONCTB HE MOXET BblTh
nocTaBfeH MocpeacTBOM FeHeTUYeckoro Te-
CTMPOBaHUS, KOTOPOE HE AT TOUYHOW OLEH-
K BPEMEHW BO3HUKHOBEHWA OTKIOHEHMS,
ero TAKECTW WAU CTEMeHW BAMAHMA Ha Mo-
BegeHne yenoseka (Scurich, 2016; Prichard,
2008). Taknm 06pa3om, noseaeHUYeckue reHe-
TUUECKMe JokasaTenbcTBa cojepxar B cebe
MHPOPMALMIO CAULIKOM HEeonpeaeneHHYIo,
uTO6bl OHA MOMA MMETb CYLIECTBEHHOE 3Ha-
ueHMe B rpaXkJaHCKOM MpoLecce, rae Kikue-
BYIO PO/Ib UTPAKOT KOHKPETHbIE GaKTbl, C OAHO-
3HAYHOCTbHIO NOATBEPXK AEHHbIE.

HecmoTps Ha 3TU HeratuBHble (GakTopbl,
KaXXeTCs BEpPOATHbIM, UTO MOBEAEHUYECcKue
reHeTuueckme aokasaTenbcTBa HeusbexHo
6yayT MCMONb30BATLCS B FPaXAaHCKOM Cya0-
NPOM3BOACTBE MO MEpe PasBUTUS FeHETUKM
nosefeHns. OCoBEHHO MpU PacCMOTPEHUM
CyAaMn  TPaX/AaHCKO-MPaBOBbIX AEANKTOB
I CNOPOB MO MOBOAY YCTaHOBAEHMA OMeKu
Haa AeTbMu. [py 5TOM BO3HMKAKT MHOTO06-
pasHble 3TUYECKWE, PUANYECKUE U COLM-
a/bHble MpobaeMbl, KOTOpble ByayT AeTaNbHO
onuncaHbl ganee.

Fpax(,qal-la(o—npasosble AENTUKTbI
JlokaszatenbCTBa, OCHOBaHHblE Ha Hayu4-
HbIX AaHHbIX, JOBO/IbHO YaCTO MPUMEHATCA
npn pa36MpaTeﬂbCTBe CNOpOoB, BO3HUKAKOLWMNX
13 aennkTos. B |'|O,£I,O6HbIX Aenax ana ycra-
HOB/1EHUA Fpa)K[J,aHCKO—I'IpaBOBOVI OTBET-
CTBEHHOCTN HeO6XOﬂ,V]MO BbIABUTb Hannyme
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MPUYMHHO-CNEeACTBEHHOW CBA3W. Hepenko
[0S 3TOro NpuberarT K WCMNoNb30BaHUIO Ha-
YUHbIX AaHHbIX U BbIBOAOB 3KCNEPTU3bI. 34eCh
YMECTHO  yMoMaHyTb AOKTpuHy Jlaybepa
(Vickers, 2005), TpaAMUWOHHO WCMOb3Yye-
MYIO B @aHM10-CaKCOHCKOW MpaBOBOW cucTeme
0N onpeAeneHns Toro, Hackolbko [A0CTO-
BepHa, Hay4yHO 06OCHOBaHa MNpoBeAeHHas
3KCNEepTU3a, ¥ MOryT N NONYYEHHbIE NPY ee
NpoBefeHNN pe3ynbTaThl ObiTh Hadnexalum
06pa3oM MpUMEHeHbl K paccMaTpyBaembim
daxTam. B cooTBeTcTBUM C AOKTpUHOM [laybe-
pa, 415 OLEHKN «HayYHOCTM» SKCNEPTU3bl MO-
ryT 6bITb MPUHATHI BO BHUMaHMe pa3Hoobpas-
Hble dakTopbl (Gatowski, 2001). Hanpumep,
BO3MOXHOCTb MPOBEPKYM BbIBOAOB 3KCMEPTA;
HaauMuMe nybauKauwii No  COOTBETCTBYHO-
LLEN TemaTyKe; YacToTa OWMBOK, BEPOSTHBIX
npu NpOBELEHUN 3KCMEePTHOro MUccneaoBa-
HWS; HaAW4Me CTaHAapTOB, METOAMK MpOBe-
[EeHUs IKCNEPTM3bI, HACKONBKO OHU cobtoae-
Hbl 3KCNEPTOM; ¥ MONYUYUAN N OHU LIMPOKOe
Npu3HaHWe B COOTBETCTBYIOLLEM HAYYHOM
coobuectse (Dahir, 2005).

B HekoTOpom poae nHPopmaumns o reHeTu-
YeckMX AaHHbIX CXOXa C 3KCMEPTHbIM 3aK/to-
YEHUEM M TaK>Ke MOXET UCCAel0BaThCS CYA0M
AN YCTAHOBNEeHWs HaKkToB OTHOCUTEbHO
COCTOSIHWS 340POBbSI CTOPOH W C/Y4aeB He-
OPEXHOCTU B CMOPax, CBA3AHHbLIX C HECAHK-
UVMOHVMPOBaHHbIM  PacKpbITUEM  FeHeTuYe-
ckon mHpopmaumm (Ajunwa, 2014). B ceoto
oyepesib, pe3ynbTaTbl FEHETUYECKOro TecTu-
pOBaHWS MO ONpefeneHnto COCTOSHNUS 340-
POBbsl U MPepacnoNOXEHHOCTH K BONE3HIM
MOryT MMETb 3HaueHve B fAefax o Bpaded-
How xanatHocTv (Marchant & Robert, 2009)
Y NPV PaCCMOTPEHUNM 3aBNEHNIA UCTLA O NO-
NYYEHMN UM TeNEeCHbIX MOBPEXAeHU BCaes-
CTBME BO3JENCTBMS XMMMUYECKM OMaCHOro
WAV TOKCUYHOTO BELLECTBA, KOTOPOE Haxoam-
JI0Cb MOJ, KOHTPONEM OTBeTUMKA. Takmnm obpa-
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30M, MOBEAEHUYECKNE FeHeTUYeckue AoKasa-
TEAbCTBA MOTYT UrPaTh HEMANOBAXHYIO PO/ib
NpY PacCMOTPEHNM JENNKTOB.

B 3TOi1 CBA3M BO3HMKAKOT HEKOTOPbIE OMa-
CEeHNs, B TMEpBYI OYyepedb OTHOCUTENLHO
CNocoboB  MOMYYEHNA TEHETMUECKMX AaH-
HbIX O MOBEAEHUN U UX NPEACTABNEHUN Cyy.
OaunH 13 cnocobos — npuoblieHne K mare-
puanam fena MeamLUMHCKON AO0KYMEHTaLum
0 COCTOSHMU 3[10POBbA YUACTHMKOB NMPOLIECCa.
Ewle oanH cnocob nonyyeHnsa nosefeHve-
CKUX TeHETUYECKMX [0Ka3aTeNsCrTs — TecTu-
pOBaHWE M0 MHWULMATKBE Cyaa. Tak, B OfHOM
W3 e No UCKY O XanaTHOCTM OTBETUMK MO-
TpeboBan, Ytobbl Cya 06g3an UcTUA NPOWNTY
reHeTMyeckoe TecTupoBaHue Ha 60/1e3Hb feH-
TUHITOHA C LEMbI0 YMEHbLIEHNS CYMMbI Mpu-
cyxaeHHoro yuepba (Adacsi v Amin).

Ha Haw B3ra4, Kaxabli U3 Ha3BaHHbIX
CnocoboB ABAETCS NPUEMEMbIM. [10CKOMb-
Ky OEeNVKT npeanonaraeT Haamyue BUHbI,
OTBETUMK HEeceT OTBETCTBEHHOCTb  WLb
32 YMbILNIEHHbIE AEACTBUS UK 6e3aencTame.
Takm 06pa3om, BaXHbl 0Ka3aTeNbCTBA TOTO,
UTO HapylleHue Mnpas MCTUa 6bl10 BbI3BAHO
VIMEHHO MOBEAEHNEM OTBETUMKA. 3A€Ch 1 MO-
YT NOHaA0BUTLCSA CBEAEHMS rEHETUYECKUX Te-
CTOB, NOATBEPXKAAIOLLME UM ONPOBEPratoLLme
yTBEPX AeHMs ucTua. CneayeT Takxe OTMETUTL
OTHOCWTENIbHO YCTOSBLLYIOCS MPAKTUKY NPOBe-
JEHNA TeHEeTUYECKOro TECTUPOBAHWA MO UHW-
umatvee cyaa (Hanpumep, B aenax 06 ycTaHoB-
JIEHWV UM OCNAPVUBAHIM OTLIOBCTBA).

OpfHako npupoaa MoBeLeHUeCKUX reHeT-
YeCKMX 10Ka3aTeNbCTB 3HAYNTENBHO CHUXAET
nX 3GPEKTUBHOCTb B MaHE NOATBEPXKAEHNS
WA ONPOBEPXEHUS 0BCTOATENLCTB MO AENY.
HecmoTps Ha To UTo cyabl MOTyT noTpe6oBaTh
OT CTOPOHbI MPefoCTaBUTb COOTBETCTBYIO-
Wyt MHGOPMALMIO UK MPONTW reHeTude-
CKOE TeCTUpOBaHWe, HeaeTepMUHUCTCKU
xapakTep TeHeTUKW MOBEEHNA HensbexHo
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OrpaHMuMBaeT Hay4Hy LEeHHOCTb Takux f0-
Ka3aTenbCTB. B T0 XXe Bpemst packpbiTue mean-
LMHCKUX AaHHbIX, MOMYYEHHbIX B pamKax re-
HeTUUeCKnx 06CNefoBaHuin U TeCTUPOBaHMS,
BCerja CBA3aHO C onpeneneHHbIMU pucKamm
cTUrMaTusaummn. B obLiecTBEHHOM CO3HaHMK
[0 CUX TIOP CUAbHbI Mpeay6exaeHns BOKpYr
NCUXUYECKUX PACCTPOMCTB M WL, HYXAato-
wyxcd B ncuxmatpuueckoin nomotn (Link,
2007; Link et al., 1997). CooTBeTcTBEHHO, Ona-
CeHna NofobHOM CTUrMaTM3aLUM MOTYT yaep-
XaTb CTOPOHbI OT yu4acTus B reHeTu4eckunx
NCCNe0BaHUAX N TECTUPOBAHUN, UTO KpaiiHe
HexenaTenbHo ANg Uenein cynebHoro pas-
6upatenbcTea. bonee Toro, cTMrmMaTmsauus
MOXET MOBANSATb HA BOCMPUATME YyUYaCTHMKA
npouecca, CTaB MOUHbIM UHCTPYMEHTOM UC-
KaxxeHus nokasaHui nnua (Smith, 2010).

CnenoBaTenbHo, TpeboBaHuWe cyaa pac
KPbITb FEHETUYECKM 3HAUMMYI MHDOPMALIMIO
AW MPONTU reHeTnyeckoe TeCcTUpOBaHMe
TONBKO YBENIMUMT BEPOATHOCTb BbIHECEHMS
npeaB3aToro cyaebHoro pelleHuns. Bennku
N PUCKN AN Tex yYaCTHUKOB NpoLiecca, Ybi
reHeTuueckme aaHHble ByayT packpbiThl, Tak
Kak BO3HMKAeT yrposa HecnpapeasnmBoro
npeaybexaeHns B xoae cyaebHoro pasbupa-
TenbcTBa. TakMm 06pasom, Aaxe ecim Cyabs
YBEpEeH, UTO B Jiefie CYLLeCTBYIOT Cepbe3Hble
OCHOBaHWs N9 0TKasa OT TPebOBAHWIA KOH-
OUAEHUNANBHOCTN TeHeTUYeCKon MHGopma-
UuK, cneayeT B3BECUTH BCE 33 U NPOTUB, MNpe-
X /e yem TpeboBaTb pacKpbITUA reHeTUYECKMX
NAHHbIX WKW NPOXOX/AEHUS TFeHeTUYecKoro
TecTnpoBaHms (Fuss, 2015).

Jena 06 ycTaHOBEHUM ONEKN

XapakTtep pa3bupartenscrs 06 ycTaHoBe-
HWUK OMeKV BMOJHE NMO3BOASET NCMONb30BATH
B VX paMKax MoBefeHYecKue reHetnyeckme
nokasarenbctsa (Sabatello, 2016). 3agsneHns
0 HECTabuIbHOCTU NCUXMYECKOTO COCTOAHMS

poauTeneil pacnpocTpaHeHbl Kak B Cnopax
06 oneke, Tak 1 B pasbupaTenbcteax no au-
WEeHWI0 poANTENbCKIX NpaB. JleicTBUTeNbHO,
MOCKOMbKY Hauayyline WHTEpechl pebeHka
1 ero nocnedytoulas ncuxocoumanbHas agan-
TauMs UMeeT nepBOCTENeHHOe 3HaueHue
B Takux genax, Gpusnueckoe v Ncuxmnyeckoe
3[10pOBbE POAMTENEN ABASIOTCA BaXKHbIMU
bakTopamMn MNpu  OUEHKe 3MOLMOHaIbHON
afekBaTHOCTM Ang uenein socnutanma. C oa-
HOI CTOPOHbI, GaKT HaANUUG NCUXUYECKOTO
pacCTPONCTBA MK FreHeTnYeckas npeapacno-
NOKEHHOCTb K HEMY HeAOCTaToueH Ans orpa-
HUYEHNS NN NNLWEHNS POAUTENLCKMX MpaB
(Wertheimer, 2020; Lightfoot, 2010). OaHako
HeraTuBHble KOHHOTALMM, OKpy>XatoLlve ncu-
XMueckme pacCcTpoilCcTBa, MOryT NMpeBpaTuTb
noBeJeHYeckre reHeTnyeckne [okasaTesb-
CTBA B WHCTPYMEHT 3/710ynoTpebaeHns mnpo-
LeccyasibHbIMM NpaBaMm.

Ecnun reHeTnka noBeaeHvs AOCTUTHET TOrO
YPOBHSA, KOrAa COOTBETCTBYlOLLEE TeCTUpo-
BaHMe CTaHeT [0CTaTOYHO TOYHbIM B Ma-
He onpefeneHuns AMarHo3a, TO CyA CMOXeET
NPUHSATL pe3ynbTaTbl Takoro TecTUpOBaHMs
N8 NOATBEPXKAeHMS dakTa Haauuus ncu-
xuyeckoro pacctporctea (Rew, 2010). [o-
n06Has BO3MOXHOCTb M03BOAWAA Obl Cyay
BbIHECTM 0O/lee B3BeWEHHOEe pelleHne, 0C
HOBaHHOE Ha M3y4YeHWUn BCex 0O6CTOATENLCTB
no neny. Bmecte ¢ Tem cteneHb 06bekTUBHO-
CTW, C KOTOPOW CyA CMOXET OLEHMBATH MoBe-
[leHYecKne reHeTMyeckne A0Kas3aTesbCcTBa,
[10 CMX NOP HesicHa.

UTobbl OCBETUTL HeraTuBHble GakTopbl,
BAMAOWME HA CyaebHOoe BOCMpuaTUE MoBe-
NIEHYECKNX  TeHeTUYeCcKMx  [10Ka3aTenbCTs,
pacCMOTPUM f1eN10, B KOTOPOM 06XKanoBanoch
pelleHne cyaa O JAUWEHUN POAUTENbCKMX
npas (Taylor, 2006). KommeHTUpya cBOE yMno-
TpebneHne metamdeTammHa, mMaTb HeCcoBep-
WeHHONETHero pebeHka NoscHWAa, YTO OHO
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ObII0 BbI3BAHO XPOHMYECKON JAenpeccuen,
A9 1eYeHns KOTOpOi HEBO3MOXHO Bbl10 MO-
NYYNTb Haanexallen meanLUnHCKoM NoOMOLLK,
a TakXe reHeTM4yeckoi MNpeapacnonoxXeH-
HOCTbIO K 3710yNOTPEBAEHNIO  NCUX0AKTUB-
HbIMM  BellecTBamMu. HUKaKMX KOHKPETHbIX
[0Ka3aTebCTB 3TOMY He 6bI10 NPeabaBAEHO.
MpeacTaBageTcs, uto gaxe ecan 6bl K aeny
NpUOBLLMAN pe3ynsTaThl reHeTUYeckoro Te-
CTMPOBaHMA, YCTOABLIMECS B OOLLIECTBEHHOM
CO3HaHUM NpeAcTaBAEHUS O MCUXMYECKUX
paCcCTPOMCTBAX U UX TEHETUUYECKMX OCHOBAX,
cKopee Bcero, cBenv bl Ha HeT BAMAHME Ha-
YUHbIX IaHHbIX.

[lefcTBUTENbHO, HECMOTPS Ha OBLWMPHbIE
nccnefoBaHNs 3TMONOTUN AeNpPeccuu, Cyabu,
Kak MpaBW/Io, pacCMaTpUBatOT ee Kak BpemeH-
HOEe pacCTPOWCTBO, 3aBUCALLEE OT OKPY>Kato-
e cpedbl U He BAMAIOLLEE HA CMOCOBHOCTM
poauTenein BOCMWTbIBATH pebeHka. Hanpo-
TUB, HECMOTPS Ha Hay4HO MOATBEPXKAEHHbIE
NlaHHble OTHOCUTE/IbHO HEPOreHHO OCHOBBI
Hapkomanuy (Ducci, 2012), 3n0ynotpebne-
HWUE MCUXO0AKTUBHBIMU BELLECTBAMK 0BbIUHO
BOCMPUHMMAETCA KaK /MYHOE MOopanbHoe
nafeHne 1 pesynstaT OTCYTCTBUS CUAbl BOAU;
Kak COCTOsIHMe, He 3aBucsllee OT Tpurre-
pOB OKpyXatolleh cpeabl v Ans KOTOPOro
He pas3paboTaHo 3PHEKTUBHOTO NleUeHns
(Barry, 2014).

BTopoi Bonpoc KacaeTcs n3yyeHus reHeTm-
YecknX AaHHbIX AeTel, y4acTBYOLULMX B TAKMX
pa3bupaTenbcTBax, Hanpumep Ana 060CHO-
BaHWa HeoBXOAMMOCTM obecneunTb pebeHka
NOMNONHNUTENbHBIMU FapaHTUSIMM COLLMAIbHON
3awmTsl (Chill, 2003). Tak, B ogHOM ©3 gen
O NUWEHUN POAUTENbCKMX MpaB Cyd y4yen
3ak/toyeHre cneumanmcTa opraHa onekmu,

COMacHO KOTOPOMY pebeHOK, POXAEHHbIN
OT poaMTenen, cTpafatolnx NCUXUYECKUMM
3a60M1eBAHNAMM, TEHETUYeCckU npeapacno-
JIOXKEH K 3MOLMOHA/BHOW HECTabuabHOCTM
1 TPEBOXHOCTU W, CNeAoBaTeNbHO, HyXAaeT-
CS1 B MOCTOSIHHOM yXO/e, NpeAnaraemom npu-
emHbimn poautensgmun (DOCKET NO. A-4816-
10T4 (App. Div. Mar. 28, 2013))".

OTMeTVM, UTO B pamkax MOA0OHbIX Aen
BO3HMKAET psf BOMPOCOB, KOTOPblE CyAbe
HaLNEeXUT pPacCMOTpeTb: CleayeT Au AeTaMm,
OTHOCWTENbHO KOTOPbIX peLlaeTcss BOMPOC
06 oneke, NPOXOANTb TEHETUUECKOe TeCTUPO-
BaHwve ANs onpeaeneHns cteneHn ux noasep-
XEHHOCTU MOBELEHYECKMM W MCUXMYECKMM
paccTporcTam? C 0iHON CTOPOHBI, Takas 064-
3aHHOCTb — NPOBEPSATb AeTeN Ha npeapacno-
NOXEHHOCTb K MCUXMYECKMM PacCTPONCTBAM
[laxe Npu OTCYyTCTBUM CHMMATOMATUKK — NpU-
BeET K CyLLeCTBEHHOMY YLLEMIEHNIO UHTEepe-
COB HECOBEPLIEHHONETHUX, K HAPYLIEHNIO UX
WHAVBUAYANbHOM aBTOHOMUW W HEMPUKOCHO-
BEHHOCTW YaCTHOW XXM3HW, NpeanonaratoLLmx,
YTO KaXKAblA rpaXKAaHH CaMOCTOATeIbHO pe-
waeT BOMPOC O pacindpoBke COBCTBEHHOIO
reHotuna (Geva, 2012).

[pyroit BONpOC 3aKN0YaeTCs B TOM, LOMK-
Hbl M peleHns 06 YCTaHOBMEHUM OMneKw
OCHOBBIBATbCS Ha CBEAEHMSIX O reHoTune pe-
6eHKa? MpeacTaBaseTCs, UTo B TaKOM Cryvae,
B [OMONHEHWE K CBEAEHMSM O CKNOHHOCTY
HecoBepLIeHHONETHEro K MOBEAEHYECKUM
W NCUXMYECKMM paccTpoNCTBaM, noTpebyert-
cs MHhOpMaLMs 0 reHoTHNe NOTEHLUMANbHBIX
onekyHoB. bnarogapsa reHeTuyeckomy o060-
CHOBaHWIO pellieHmnii 06 oneke BO3MOXHO ra-
PaHTVMPOBaTb, UTO BYAYT BbIOPAHbI Te MpUem-
Hble POAMTENN, KOTOPble OAHO3HAYHO CMOTYT

'Superior Court of New Jersey Appellate Division. (2013). N.J. Div. of Youth & Family Servs. v. C.T.M. Decided Mar 28,
2013. Docket No. A-4816-10T4. Available at: https://casetext.com/case/nj-div-of-youth-family-servs-v-gtm
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JO/MKHBIM 06pa3oM YA0BNETBOPUTL NOTPe6-
HOCTU pebeHka.

Bce paccmoTpeHHble paHee cnocobbl npes-
CTaB/EHUS TOBEEHUECKMX TEHETUUYECKNX
[0Ka3aTeNbCTB B Cyl (MCTew, npowen reHeTu-
ueckoe TeCTMPOBaHME 1 XenaeT NpeacTaBuTh
€ro pesy/bTaThl B Cyae6HOM pa3bupartenbsCTse;
reHeTUYeCckMe AaHHble COAEepXaTcs B MeAun-
LMHCKOW [OKYMEeHTauuW, Kotopas npuob-
LIaeTcs K mMaTepuanam aena; cyi obs3biBaeT
KOro-1Mbo U3 y4aCTHWKOB MpoLecca nponTy
reHeTNYeCcKoe TECTUPOBAHME) JOBO/LHO MPW-
eM/IEMbl 1 HE BbI3bIBAIOT BOMPOCOB OTHOCK-
Te/bHO WX gonycTumocTn. OfHako cieayet
NOMHUTb U O CAYUYAAX «FEHETUUECKON KPaxi»,
KOrga reHeTuyeckwuin matepuasn cobupaercs
6e3 BefOMa W paspelleHns COOTBETCTBYIO-
wero auua. CobpaHHble Takum Cnocobom
06pasibl 3aTem ByayT HaNpaBiEHbl Ha UCCe-
[OBaHUWE, Pe3y/bTaThl KOTOPOro U BbICTYNAT
B KauyecTBe /[o0KasaTenbcrsa. Takum obpa-
30M, FEHeTUYeCKMin matepuan, nonyyYeHHbIN
TalHO, MyTEM TEHETUYECKOW KPaXu, Hesb3s
NpW3HaTb  AOMYCTUMbIM  10KA3aTENbCTBOM
(Rothstein, 2015).

DakTnyeckn NofobHbI COOp reHeTUUECKnX
JaHHbIX OT /INLL, HE AABLINX COOTBETCTBYHOLLE-
ro COrnacus, CTan CTaH4APTHOM NpaKTUKOM
NPaBOOXPAHUTE/IbHbIX OPraHOB, COTPYAHUKM
KOTOPbIX PEryAspHO NO/yUatoT Heobxoanmble
06pasLbl, NCob3ya 6aHKM 13-MoJ HANMUTKOB
VIV OKYPKW, OCTaBJIEHHbIE HA MEeCTe MpOUc
wecteug (Joh, 2011). XoTa Takune «Heneranb-
Hble» reHeTudeckine 0bpasibl UCMOb3YOTCS
NS KPUMMUHANNCTUYECKON MAEHTUGUKALMN,
BMOJIHE BEPOATHO, UTO B Byayllem chepa mx
NPUMEHEHUS  PaCnpOCTPaHUTCA Ha  rpax-
[aHCKOE CyAONPOW3BOACTBO MPU BbISCHEHNM
BOMPOCA HA/MUMS MOBEAEHUECKMNX W MCUXN-
UECKMX OTKJOHEHWI Y YYACTHWUKOB MpoLecca.
Mpu 3ToM BeposaTeH puck cbopa reHeTuye-

CKUX JAHHbIX C HAPYLIEHUEM PEXMMA KOHU-
[EHUMATbHOCTH.

MOMUMO NPOYEro, UCTOUHUKOM MOBEEH-
UECKMX TEHETUYECKMX A0KA3aTebCTB MOTyT
ABNATbCA 6M006pa3Lbl, NOAYUYEHHbIE B MEAN-
LIMHCKMX Lensx. Ecan BbI30B B cya AN Aauu
NoKasaHuii UM NpeabaBeHns BelleCTBeH-
HbIX 10Ka3aTeNbCTB ABAAETCH OBbIUHbIM SB-
JIEHNEM, TO BO3MOXHOCTb MCTpebOoBaHNA
CYOM TEHETUYECKMX faHHbIX 13 61uobaHKoB
WA MEOULMHCKUX N260paTopuin Bbi3biBaeT
HEKOTOPYH  06EeCMOKOEHHOCTb,  MOCKO/bKY
NofobHOE MPUHYAUTENBHOE HaMpaBAeHWe
FEHETUYECKON MHPOPMALMNA MOXET CHU3UTD
NpoLeHT A06POBOABHOMO yYacTna B reHeTH-
UECKMX WCCAEA0BAHMAX WU MPOXOXAEHMS
KAVHUYECKUX UCMbITAHWA. DTO MOXET CTaTb
CepbesHoi NpobAemMoit MPUMEHNTENBHO K Fo-
CYAAPCTBEHHBIM VHULMATUBAM MO CO3A4aHMIO
HaLMOHaNbHbIX BUOBGAHKOB, MNOCKOALKY CHOP
reHeTMUYeCcKoro maTepuasna B pamkax AaHHbIX
NPOEKTOB HE ABNAETCA aHOHUMHbIM: 33 WX
yuacTHUKamm ByayT HabaAaTb U 3aHMMATb-
CS WUCCNEN0BAHWEM UX FEHOTMNA B TeueHue
MHOMMX NeT. 31eChb Takxe BO3HMKAKOT onace-
HUS KacaTesbHO AUCKPUMWHALWN, KOTOPOW
NOABEPIHYTCA ANLA, YbW TeHeTuyeckne 06-
paslibl yXe XpaHATCd B roCyAapCTBEHHOM
6robaHke. OTMETUM, YTO MOAOOHbIE XpaHU-
SN AaHHbLIX CYLWECTBYIOT BO MHOTMX rOCY-
JapcTeax (Hanpumep, B dcToHun, Hopseruu,
Ncnananm v BennkobpuTaHum), Ubi npasu-
TeNbCTBA 3aAUHTEPECOBAHbI HE TONBKO B Yyu-
WeHUN KauecTBa OBLLECTBEHHOMO 3[PaBOOX-
paHEeHMs, HO 1 B LEHTPaNN30BaHHOM c6ope
FEHEeTUYECKO WHPOPMALMW O HACeNeHUN.
B HacTodulee Bpemsa 6ofblie BCero 6uobaH-
KoB (6onee 600) dyHkuMoHMpyeT B CLLA, rae
O/IHOBPEMEHHO C 3TUM 3armylleHa nporpam-
Ma «Bce Mbl», HampaBneHHas Ha Co3faHue
MOZIENN 3[PABOOXPAHEHNS, aaanTUpyoLLen
AMArHOCTUKY, NeYeHne U NPOPUNAKTIKY 3a-
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6oNeBaHNn K WHAMBUAYANbHON U3MEHUN-
BOCTY reHOB, OKpyXatollell cpebl 1 obpasa
XUn3HW venoseka (Henderson, 2013). Yka3zaH-
Has uenb AoCTUraeTcss nyTem NpoBeAeHus
0BWMNPHBIX BUOMEANUNHCKMUX NCCNeN0BAHNIA
1 MCMONb30BAHMS FEHETUYECKMX AaHHbIX.

B Poccun Hauyano GyHkUMOoHMpoBaHus Ha-
LMOHA/IbHOM 6a3bl reHeTuueckoin MHbopma-
LMW 3aM1aHMpOBaHO Ha CeHTA6pb 2024 roaa,
KOrAa HauYHyT AeCcTBOBaTb COOTBETCTBYOLLME
3aKoHogaTenbHble nonpasku (PenepanbHbii
3aKoH OT 29 aekabps 2022 1 Ne 643-D3)%.
CornacHo UM, 0653aHHOCTb MOMOAHATL 6asy
BO3/OKeHa Ha obnajaTeneit reHeTUyecknx
NAHHbIX, Ybe MPON3BOACTBO CBA3aHO C FEHHOM
WHXEHEepUen WA FeHHO-UHXEeHEePHO-MOAN-
GULMPOBaHHBIMK OpraHuaMamu. Kpome Toro,
HanpaBasTb WHGOpMaLMO ByayT 0643aHb
FOCYAapCTBEHHbIE YUYPEXAEHUS, KOMMNAHUM
¥ NpeanpuUHUMaTENH, 3aHATble MPOBEAEHNEM
3KCNEPTU3 U MONEKYNSIPHO-TEHETUYECKOro
aHanmsa B HayuHblx Lensx. [1ng Bcex ocTanb-
HbIX Obnajatenein reHeTUYeckmnx AaHHbIX KX
HanpaBfeHne B HauunoHanbHyo 6asy byaeT
N0BPOBO/bBHbIM.

MoTeHUManbHbIM pelieHnem npobnemsbl 3a-
WNTbl KOHOUAEHUMANBHOCTU FEHETNYECKON
NMHOGOPMALMM MOXET BbICTYNUTb 3aMpeLleHne
opraHM3aumam, 3aHVMaWMMCS  reHeTuye-
CKMMW NCCNeoBaHnsaMu, ee NpeaoCcTaBeHmns
B CyA, MLWb CO CTPOr0 OFPaHUYEHHBIM KO-
YeCTBOM UCK/IOYEHWI (Hanpumep, No aenam,
CBSA3AHHBIM C XKECTOKMM 0BpalleHnem C AeTb-
MU, YrPO30W NPUYMHEHWS BpeLa Heonpeje-
neHHomy kpyry auu) (Williams, 2013).

XOoTq reHeTvka noBedeHus npuobpena
HEKOTOpYto «MOMYASPHOCTb» W paclumpuna

chepy CBOETo MpUMEHEHWs, OHa NNLWb Hecy-
WEeCTBEHHO 3aTpOoHy/Na MpaBOBYl0 CUCTEMY
M CyLOnpou3BOACTBO. [lOo cux nop Konmye-
CTBO fie/, B KOTOpbIX 6biAW MpeacTaBAeHbl
noBefeHYeckne reHeTuyeckne Lokasartesib-
CTBa, COCTaBASET NMLWb HEOONMbLIOW NPOUEHT
OT oblero uncna pasbupatenscTs. Hecmo-
TPS Ha 3TO, B HWX 3aTparvMBatoTcs AOBOJBHO
CMOPHble BOMPOCH O A€TEPMUHM3ME, CBOGOAE
BOIM, HaMEpPEeHUsX, NpeapacnonokeHHOCTH,
CcTepeoTMnm3aumm, AUCKpUMMHALMN U O Le-
JIOM psAe CBSA3aHHbIX KOHUENUNA U SBNEHUA.
Tem He MeHee, MO Mepe TOro Kak WCCneno-
BaHMA B 061aCTW FeHETUKM MoBeAeHUs Mpo-
LONIXKAKOTCS, MHOTME 13 3TUX BOMPOCOB X MO-
TEHUMANbHbIX NMOCNEACTBMI AN NPaBOCYANS
cnefyert U3yyaTb U aHaAM3MpoBaTh B pakypce
fopuanyeckon Hayku. [JencTBUTENbHO, NOMMU-
MO WCMONb30BaHWSA ANS Leneit A0Ka3biBaHus,
Tekyline 1 byaylive nccienoBaHus B 061acTm
FeHeTUKM NOBELEHMS MOTYT HaBceraa noBau-
ATb HA MHOXECTBO aCMeKTOB BOCMPUATUS CBO-
60abl BOAM, OTBETCTBEHHOCTYW, HEMPUKOCHO-
BEHHOCTM YACTHOW XXM3HN U ANCKPUMUHALLN.
Kpome Toro, reHeTnka NoBeLeHNs UrpaeT Bax-
HYIO pO/b AN OMpeLeNeHns CTeNeHn Bo3aen-
CTBMSI reHOTMMNA Ha CBOBOHY!IO BOMO YeoBeka,
BK/IlOYAs €ro OTBETCTBEHHOCTb 3a COBEpLUEeH-
Hble AenCTBMS. YKazaHHas naes npuHMmaet
$OpPMY reHeTUYECKOro eTepMUHM3Ma, OTBOAS
reHam OfHO M3 NepPBOCTEMNEHHbIX MECT B NCU-
XONOrnv NpUHATMA pelienunin (Harden, 2023).
MopobHoe NpeacTaBieHne BNOMHe COrnacyeT-
€S C YCTOSIBLUEMCS NPAKTUKOW 3alLUThl MO Yro-
JIOBHbIM [ieflaM 1 ieN1aM O TpaxKAaHCKO-NpaBo-
BbIX A€NKTaX, OCHOBAHHOW Ha YTBEPXAEHUN
0 BAVAHUW BUONOTMUECKMX HaKTOPOB Ha Cro-

2 KoHcynbtaHT Mntoc. (2022). ®enepanbHblii 3akoH 0T 2912.2022 N 643-03 "O BHeceHuUn nameHeHnin B Pepepans-
Hbll 32KOH "O ToCyAapCTBEHHOM PEryiMpoBaHun B 06/1aCTW reHHO-UHXEHEPHOW AesTeNbHOCT . Pexmnm gocTyna:
https://www.consultant.ru/document/cons_doc_LAW 436209/
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COBHOCTb LA NPOABAATL COBCTBEHHYHO BOMHO.
OfHaKo OHWM He OMpeaenaT, Kak cBobosja
BOAW AOMXKHA UKW ByaeT onpeaensTbcs B Cy-
nebHoM npotiecce.

TpaAnUMOHHas cucTeMa npaBoOCyAns WUC
XOAMUT W3 TOTO, YTO YeI0BEK CAMOCTOATE/IbHO
BbIGMPAET, HapyLLaTb AN He HapyLLaTb 3aKOH,
NPpUHUMAsg BO BHMMAHME YCTAHOBJ/IEHHbIE
caHkumn. Cama maesa cBoboAbl BOAW CTpO-
NTCA Ha MOAOXKEHUM 06 WHAMBUAYANbHOM
BbIGOpE HE MOAUMHATLCA HOPMATUBHbLIM Tpe-
6OBAHNAM, HECMOTPS Ha 3HaHWE HEraTUBHbIX
nocneacteuii atoro. CyllecTsyloT onpeje-
JIEHHblE TMCUXMYECKMe pacCTPONCTBa, Takue
KaK WK30ppeHns, B CUIy KOTOPbIX YeNoBeK
TepsaeT cnocobHOCTbL caenath BbIGOP UAK MO-
HATb MNOCNEACTBUS COBEPLIAEMbBIX AENCTBUNA.
OpHaKo WAE O TOM, UTO YeN0BEK, He CNocob-
Hbll Ha BbIGOP CBOETO MOBEAEHNS 13-3a reHe-
TUYeCKoW NpeapacnoNoXeHHOCTH AEeNCTBO-
BaTb OMpeAeneHHbIM 06pa3om, He AnLlaeTcs
YyBCTBA OCO3HAHWS peanbHOCTU (Hanpumep,
3aBUCMMOCTb, MMMYNbCUBHOCTb WMAN arpec
CMBHOE TMOBeAEeHWE), TPYAHO «MPUMUPUTb»
C KoHuenuuen npasocyamns. bonee toro, cam
$aKT reHeTuyeckorm npeapacnonoXeHHOCTH
W CTENeHW ee CrnocobCTBOBAHWS coBeplie-
HUIO NPeCTynaeHns AN AeNNKTa 3aTPyAHSeT
MCMONb30BAHME YHUBEPCAJIbHBIX MpOLECCy-
aNbHbIX KOHLENTOB (Takux, Kak pacrnpenene-
HMe BpemMeHn 40oKa3blBaHWa 1 yCTaHOBAEHWE
NPUYMHHO-CNEACTBEHHON CBA3MN).

[loMMMo ¢deHOMeHa TreHeTuyeckoro fAe-
TEPMUHM3MA, CNEAYET BbIAEINTb UAEKD TeHe-
TUYECKOro 3CCeHLMaNM3Ma, BO3HMKAIOLULYHO
13 NPeACTaBNeHNA O BPOXAEHHOW reHeTunye-
CKOM  «CaMOCTOATENbHOCTW». [eHeTnueckumi
3CCeHUMann3M — YpesBblYalnHO CIOXHbIN
KOHLLEMT, MbiTaloWMUACH 06BACHUTD, UTO OMpe-
LNeNseT IMYHOCTb KaK IMYHOCTb M HACKONBbKO
ee WAEHTUYHOCTb W AENCTBUS, BbI3BAHHbIE
3TON MAEHTUUYHOCTbIO, OBYC0BAEHbI BAUS-

Huem reHos (Dar-Nimrod, 2021). 3ta uaes
3aTparvMBaeT TakxXxe BOMPOC O HenpaBW/b-
HOM MOHMMaHUM CyAbSIMU MOBEAEHUYECKMNX
reHeTMYeckmnx fAokasatenbctB. CnenyeT co-
rNacuTbCd C Tem, 4YTO CyAbW, Kak MpaBwno,
He 061aAatoT 3HAHUAMMW UK OMbITOM A0CTa-
TOYHBIMM AN BbIHECEHMS peleHns Ha oc
HOBE OLIEHKM MOBeAEHYECKMX FeHeTUYeCKnx
[0Ka3aTenbCTB MAM HayyHO OBOCHOBAHHbIX
dakToB. Benvka BeposTHOCTb TOrO, YTO Cy-
bW MOTyT HEAO0OLEHUTb UM NepeoueHuTb
BAMSHWE FEHOB Ha MoBeAeHne KOHKPEeTHOro
Anla ¥ HeBepHO YCTaHOBWTL CTeMeHb BAUS-
HMA BUONOrMUECKUX GaKTOPOB Ha INYHOCTD
nan ee camoollytieHne. Cutyauns ycyryons-
eTcs, Koraa aKkcnepT (NCuxmaTp UAK yYeHbli
CO CTereHblo N0 MeAMLMHE) NpeaocTaBaseT
CyAly 3aK/loUeHne, KOTOpPoe MOXET BbiTb NMpu-
HATO 6e3 AO0CTaTOUYHOW MPOBEPKU HayuHOM
060CHOBAHHOCTW WAW MPaBUALHOCTM METO-
NVKN MccnenoBaHus.

BTropas cnopHas cuTyaums, cBg3aHHas
C Miaeeil reHeTWYeckoro 3SCCeHuManmsma,
KacaeTcs TepaneBTMYECKMX BMellaTenbCTs
AN NeKapCTBEHHbIX MpenapaTtoB,  KOTO-
pble MoTeHUMaAbHO MOryT BO3AeiCTBOBaTb
Ha reHbl Uan B1MoNoruio YenoBeka W, Cieao-
BaTeNbHO, Ha ero noeeaeHue. Hackonbko
3TWYHO NI€YUTb reHeTnYeckoe pacCTpORCTBO
uenoBeka B LENSX NpefoTBpaLLeHNs ero He-
N0BPOCOBECTHOrO MOBEAEHUs B Oyayliem?
CornacHo oHoW TouKke 3peHus, HaCUAbCTBEH-
HOe M3MEeHEeHWe OCHOBHbIX FEHOTUMUYECKNX
CBOWCTB 4enoBeka QakTUYeckyn MeHseT ero
AnuHocTb (Berryessa, 2013). CoobpasHo 3To-
My, laxe ecin YenoBek CKAOHEH K coBeplle-
HMIO MPECTYNHbIX NN aMOPaNbHbIX AENCTBUIA,
ero Hesb3s MnoaBepraTb TepaneBTUYECKOMY
BosfencTeumio.  [pyrag nosuums  MCxoaut
13 HaNM4uKMg y rocyaapcTsa CBOEro poaa «no-
NMUENCKMX»  MOJHOMOYNIA, BNACTM parens
patriae, TO eCTb NPaBOMOYUS KOHTPOAMPO-

Lex Genetica. 2023. Volume 2, No. 1. 95-107

| 103 |



AHacTacua A. CenbkoBa

leHeTKa noBeaeHus B paKypce rpa>kaaHcko-npoueccyasbHOro AoKa3biBaHUA

BaTb MOBefEHWeE Yenoseka Anq baara nocnea-
HEro 1 3aliMTbl OCTabHbIX YEHOB 06LLIECTBA
(Lewis, 2015). B gaHHOM ciyvae «MeanUMH-
CKkoe» BMellaTenbCTBO rocyaapcTBa paccma-
TpMBaeTCd Kak 3TUYeckn onpaBAaHHoe Ael-
CTBMWe, coBepllaemoe paan 0bLIECTBEHHOTO
6nara. Mexay Tem onpeaennTs BO3MOXHbIE
rPaHMLLbl TAKOro BMeLIaTeNbCTBA HEBEPOSITHO
CNIOXHO.

HayuHble JOCTUXEHWUS B 06nacTu reHeTw-
KN MOBeAeHMs TakXke COo34aloT moTeHuman
NS COBEpPLEHCTBOBAHUS METOAMKM Mpea-
CKazaHus Cay4vaeB COBEpLIEHWUS Hempaso-
MEpHbIX AENCTBUIA B Byayllem. B HacTodllee
BpeMs MCCAefoBaHWg B AaHHOW cdepe oOcC
HOBbIBAIOTCS Ha CBEAEHMIX O reHoTune ye-
NI0BEKa, KOTOPbIM OnpeaenseTca ero «buono-
rmyeckas CKAOHHOCTb» K MPOTMBOMpPABHOMY
noseneHuto. KoHeuyHo, yueHbIM elle npej-
CTOUT onpeaennTb OKOHYaTeNbHble reHeTu-
yeckune npUYMHbl MOBEAEHMS, HO KOMMep-
umManmsaums reHeTMyeckoro TecTMpoBaHUs
yXe cAenana ero A0CTaTOYHO [AOCTYMHbIM
N9 BbIABNEHUS MapKkepoB Takux 3abonesa-
HWIA, Kak Wu3odpeHuns, 6unonapHoe pac-
CTPOWCTBO U MHbBIX MCUXUYECKMX OTKNOHEHNIA.

Cpean apyrmx MnocneacTBUin KOMMepLW-
anm3aumyM  reHeTuyeckoro  TeCTUpPOBaHMA
cnefyet OTMETWUTb MOBbILWEHWE AO0CTYMHO-
CTV MNepcoHanbHOM reHOMWUKKU ANs noTpe-
6utenein. [osBUANCE AECATKU  KOMMAHWNA,
npefocTaBAsiollMe  COOTBETCTBYOWINE Y-
Ay, Kaxywmines noaoxuTenbHbln 3ddekT
Tako KOoMMepumanmsaumv Hueenmpyertcs
TEM, YTO BO3MOXHOCTb CAAuYM reHeTUYeckmnx
TecToB 6e3 NpeAnucaHns Bpada nav 6es ero
yyacTua NpuBeaeT K BBeAEeHWO B 3a6/yxae-
HWe rpax/iaH, He3HaKOMbIX CO BCEMU 3Ha-
YEHUIMU UAN OFPaHUUYEHUSIMM pe3yNbTaToB
Tecta. bonee Toro, B Poccun reHeTnyeckme
TecTbl akTWUeckuM mnpupasHeHbl K nabopa-
TOpPHO paspaboTaHHbIM TecTam, B OTHOLIe-
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HVW KOTOPbIX HE YCTAHOBNEHO MUHVMA/IbHbIX
CTaHAAPTOB KAMHWNYECKON BAANLHOCTY.

SIpKMM  NMpUMEpPOM  Henpuemaemoro Map-
KETUHTa B 0BNACTW TEHEeTUYEeCKOro TeCTUpo-
BaHUA ABNAETCH AEATeNbHOCTb HEKOTOPbIX
komnaHwuii B CLLUA. Tak, dvpmamn 23andMe
1 Psynomics B peknamHbixX Lensx ncnonb3oBa-
JINCb BbIAYMAaHHblE peKOMeHAALMV 3HAMEHW-
TOCTew, 3ag9BneHns o Tom, yto AHK kaveHToB
MOXeT BbITb MPUMEHEHA 419 CO3AaHNs Brono-
FMYeCcKM akTMBHbBIX 406aBOK M NMpeasoKeHNs
yCAyr no TanHom nposepke JAHK csoero napt-
Hepa. [pyrag komnaHua — My Gene Profile
rapaHTvposana npeaocTaBieHUe  MONHON
FeHETUYECKON XapakTepUCTUKK AeTent, BKII0-
yas OLLEHKY MOBELEHWS, UHTENNEKTa, SMOLNN,
XYAOXECTBEHHbIX W CMOPTUBHbLIX CMOCOGHO-
CTEN, a TaKXE BEPOSTHOCTH MOLBEPXKEHHOCTH
HapKOTWUYECKOW 3aBMCMOCTU. [10A06HbIE Map-
KETUHIOBbIE MpeYBEeNYEHNS OTPaXKAKT OTCY T
CTBME YETKOro MOHUMAHWS NPaBOBOrO PEXUMA
reHeTnYeCckom nHGopmaLnu.

HakoHel, nccnepgoBanmg B chepe reHetu-
KW TOBEAEHWs 3aTparvBatoT BOMPOCH!, CBS-
3aHHble C HEMPUKOCHOBEHHOCTBIO YaCTHON
XKWM3HW U AUCKpUMMHALMER. B uacTHocTw,
OfMH W3 CaMbIX AMCKYCCUOHHbIX MOMEHTOB
KacaeTcs MpaBOMEPHOCTU  WCMONb30BAHUSA
pabotogatensmu  MHdOpPMaLMU U3 TOCY-
[apCTBEHHbIX 633 reHeTMyecknx AaHHbIX
B OTHOWEHWM MOTEeHLMANbHbIX WU Hemno-
CPeACTBEeHHbIX pabOTHUKOB. ECTb OCHOBaHMA
0nacaTbCs, YTO 3TO MOXKET NPUBECTU K UX ANC
KPUMMUHALUMN B OTHOLUIEHUW MEAWLMHCKOro
CTPaxoBaHMa U 3aHATOCTW. [py 3TOM 0CObeH-
HO YS3BMMbIM BUAMTCS MONOXEHWE TEX Fpynn
HaceNeHns, 4YTo HemnponopLMOHaIbHO Npej-
CTaB/eHbl B COOTBETCTBYIOLLMX 6a3aX AaHHbIX.

BbiBoAbI
CkazaHHoe Bblle NOATBEPXKAAET MOCTOSIH-
HO pacTyllee BO3AENCTBME TFeHEeTUKN MoBe-
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LeHNsd Ha NpaBo W CyAONPOW3BOACTBO. [1pea-
CTaBASeTCs, YTo 1 B Byayllem C ee pa3BUTHEM
OyayT CBSI3aHbl pa3HoObpa3Hble 3TUyeckye,
MpaBoBble, COLMATbHbIE U MONUTUYECKME BO-
npockl. YHUBEPCANbHOCTb TEHETUYECKUX [aH-
HbIX MO3BONSET MPUMEHSATL WX K MOCTOSHHO
paclmpsiolemycs  kpyry cédep, BKao4asd
NpaBoBYl CKCTeMy. DTO BMOAHE 0ObACHSET
Bce 6onee OTYETINBOE MPOABAEHWE TeHAeH-
UMM WMCMOb30BAHUS MOBELEHUYECKUX reHe-
TUYECKMUX A0KA3aTe/bCTB B TPAXKAAHCKOM
cynonpowussoacTee. OCO6EHHO SpKO OHa Npo-
ABNSETCH B CMOPaX, CBA3AHHLIX C rPaxiaH-
CKO-MPaBOBbIMW AEANKTAMW U C BOMPOCaMK
0 BOCMUTaHUM AETEN.

OnHako v B UHbIX KaTeropusix Aen bnaroaapst
MOBELEHUYECKUM TEHETUYECKUM  [OKa3aTe/lb-
CTBaM MOTYT BbITb YCTPaHEHbl MHOTUE HesICHO-
CTV 1 OnNpejeneHbl 3HaUnMble 06CTOSTENbCTBA.
[paBonpuMeHUTeNnen MnpuBAEKaeT OTHOCK-
Te/IbHad TOYHOCTb U OAHO3HAYHOCTb 3aK/toue-
HWI, KOTOpble MpefsaraeT reHeTuka nosege-
HUS. Ho Henb3s 3abbiBaTh U O NOTEHUMAbHbIX
pvckax. B cneluke, BbI3BAHHOM XeNnaHnem BHe-
IPUTb KaK MOXHO 60/bLLIE HOBbIX HayUHbIX 3Ha-
HUI B XM3Hb OBLLLECTBA, YUPE3BbIUANHO CIOKHO
BbIIBUTL JEACTBUTE/IbHbIE CBA3WM MEXAy re-
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