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B. U. MpxuneHcknin*,
A. A. Bepryn**

[paBoBoe perynupoBaHue feATeNbHOCTY FeHOMHbIX
6aHKOB B KOHTEKCTE COLMANbHOI0, KyIbTYPHOIO
W HOPMATUBHOTO MHOroo6pasua’

AHHOMayus. Bcmamee paccmampusaemcsa HOpMamusHoe pezysnuposaHue 2eHemu4vecKux uccnedosa-
Hull U BUOUHMCUHUPUH2A, CPABHUBAEMCHA OMbiM PA3HbIX CMPAH 8 smoli obaacmu. [TodpobHOMY aHaAAU3Y
8 Kayecmee 6a3bl 019 CpasHeHUsA Nodsepaaemcs 3aKOHOO0aMebHAA 0CHO8A COXPAHEHUS NpueamHocmu
8 ycnosusax (hopMuposaHus bUobaHKo8 8 MaxKux cmpaHax, Kak daHus, M3pauns u Kumad. Ha npumepe
npasonpumeHuUmenbHol NPAaKmMuKu, ciroxuswelica 8 amux 20cy0apcmeax, MoKa3sieaemcs pasHoobpa-
3ue nymeli pazgumus coomeemcmayoue20 3aKoH00aMenbCmMaea, d MAKMe 8/UAHUE HA HUX NPasosbix,
noauUMUYeCcKUX U COYyUOKynbmypHbeix mpaouyull. Ocoboe sHUMaHUe yoenaemca C8A3U 2eHemu4ecKux
uccnedosaHuli ¢ pazgumuem KOMIbomepHbIX mexHoa02ull, mpebyrouux KOMaeKkCHo20 npagoeoz2o
pe2yanuposaHuUs, y4umsl8arOWEe20 KAK creyuguKry 2eHOMHO20, MaK U 0CO6eHHOCMU KOMMbIoMepPHO20
3HaHUA. OboCHOBbIBAEMCA BEPHOCMb Me3uca 0 pewarouweli Poau 8AUAHUSA MOAUMUYECKUX U AOMUHU-
CMpPAamMuBHbIX Pe30H08 8 8bl60pe cmpamezuu 30KOHO0AamMesbHO20 U UHCMUMYUUOHA/I6HO20 pe2yaupo-
8aHusA buomexHoso2uli u BUOUHMCUHUPUH2A NMPU MOMOUWU CPABHUMENbHO20 0630pa PA3AUYHbLIX CXEM
u modenell, popmupyrousuxca 8 damckoli, uspaunsbckol u kumalickoli npasosoli delicmeumensHocmu.
Om npobaemsi pazsumus npasoso2o cornposoHoeHus 0easmesnbHOCMuU 2eHOMHbIX 6UObAHKO8 8 cmamee
ocywecmesnsaemcs nepexoo K npobseme asmuyeckux ocHos8aHuli 0aHHol 0eamenbHOCMU U paculupeHus
yana 3peHus rnymem BK/0YeHUs 8 pacCMompeHue 80Mpocos 0 3aujume npas Hepoousuwiuxcsa demed,
3aujume npag Heco8epWeHHOAEMHUX U ympamusuwux 0eecrnocobHocme npu cmapocmu. Temamu3upy-
romca u npobaemMamu3supyomcs 80Mpockl 0 COXPAHEHUU 3hgheKMUBHOCMU MPaso8o20 peayauposaHus
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8 yC/108UAX PA38UMUSA NPeyu3uoHHoU (NepcoHupuUyUPO8aHHOL) MeduyUHbl, KOmopas 0CHOBAHA HA
OHMO/102UU YHUKA/IbHO20, 8 MO 8pPEMSA KAK MPasonpuMeHeHUe, 8 MpuHyune, Hocum HopMamusHoll

Xapakmep, a 3Ha4um, onupaemcAa Ha OHMos102Ur0 yHU8epcas1bHoeo.

Knroueavble cnoea: npasogoe pezynuposaHue, 2eHemuyeckue ucciedosaHus, 2eHom, 6UobaHK, npasa
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0 BCEX Pa3BMTbIX CTPaHax MMpa UAET AUC-
KYCCUA O TOM, KaK MMEHHO OCYLLecCTBAATb
0bLWECTBEHHbI KOHTPOJIb U FOCYAApPCTBEH-
HbI Hag30p 3a Pa3BUTMEM FreHETUYECKUX Ucce-
AoBaHu. TeopeTnkM B 061acTn npaBa pUKCHMpYOT
Ha/IMuMe MHOXKECTBa NOHUMaHWI TOTO, KaK perna-
MEHTMPOBATb MW PEryIMPOBaTb Pa3BUTUE FEHHOM
NHXXeHepun. CTOPOHHMKM KECTKOTo peryinposa-
HWA coceacTBYIOT C aAenTamum MUHUMAJIbHOTO ro-
CYZapCTBEHHOIO BMELIATe/IbCTBA MW JaKe C TEMMU,
KTO roTOB OTAATb BCE Ha OTKYN CamMoperyinpoBa-
HMA nogd, HepopmasIM30BaHHbIM 06LLECTBEHHbIM
Hag3opom. OgHM NonaratoT, YTO PEryINPOBaTh
HaZlo B pamMKax eaMHOro 3aKoHOoAaTebCcTBa, ApY-
rme BUAAT HEOBXOAMMOCTb B CO34aHUM CreLmanb-
HbIX 3aKOHOB W MHCTUTYTOB, CMeLUann3MpPOBaHHbIX
KOMMTETOB M KOMUCCUIA. TaKKe HET e4MHCTBA MHE-
HM NO NOBOAY TOrO, B KAaKOM cTeneHn dopmasib-
Has pernameHTaums MOMKET KacaTbCs CoAepKaHUA
M HanNpaB/EeHHOCTM PA3BUTUSA TEHHOWN UHIKEHEPUM.
OaHu nonaratoT, 4To 3a4a4Ya nogobHoro Hag3opa
W perynnpoBaHua cyrybo HeraTMBHas U 3aK1toYaeT-
CA B 3aLLMTE NPaB Ye/I0BEKA, Yel reHETUYECKUI Ma-
Tepuan CTaHOBUTCA OOBEKTOM U3ydeHus. pyrue
CYMTAIOT, YTO B PErYIMPOBAHUM HYKAAETCA COOT-
BETCTBME HAaNPaBJEHHOCTU U COAEPKAHUA TEHOM-
HbIX UCCeA0BaHUIM 0OLECTBEHHOMY MHTEpecy.
Heobxo4MMo TaKKe y4MTbiBaTb BOSMOXKHOCTb
YCTAHOBNEHUA TECHbIX B3AMMOOTHOLIEHWNI MEXK-
A4Y PErynnpyowmmmn n peryinpyemoimm gns cBo-
eBpeMeHHOro npeaoTepalleHna ntobbix cboes
N anchyHKUMOHANbHOCTEN. B npoTMBHOM Cayyae
Ha/Z30pPHbIe OpraHbl NLLAKOTCA BO3MOMXKHOCTM Bbl-

NONHATL CBOM GYHKUMK B NONHON mepe. [pyroi
KPaMHOCTbIO MOMKEeT CTaTb CUTyaLLUA, Korga MH-
CTUTYTbl KOHTPOJIA HE TO/IbKO POPMUPYIOT Orpa-
HUYEHWA, NPeAYyCMOTPEHHbIE 3aKOHAMM U UH-
CTPYKUMAMM, HO M BbICTYNAIOT HENPEOSOAMMbIM
NpenATCTBMEM A5 BCAKOMN UCCen0BaTe/IbCKOM
N MHHOBALUMOHHON aKTUBHOCTU. P. PyKyama B CBO-
el KHure «Hawe noctyenoseveckoe byayulee : MNo-
cneacTems BUOTEXHOIOTMUYECKOM PeBOIOLLNMY2
NPUBOAMUT NPUMEPHI MEPBbIX MOMbITOK OCMbIC/NTD
3Ty npob6aemy 1 NOCTaBUTbL BONPOC O NPaBOBOM
peryanpoBaHNM reHeTUYECKNX NCCea0BaHUNA.
«B 1970 roay OxeHeT MepTy, nccnegosatenb na-
6opatopun Koaa-Cnpunr-Xap6op B Hoto-Mopke,
XOTena BCTPOUTb reHbl BUpYyca 06e3bsiH B 00bIYHYIO
6akTeputo E. coli, yTobbl Nyylle NOHATb GYHKLUMIO
3TUX FEHOB. ITO NPUBENO K ANUCKYCCUU MEKAY PY-
koBogutenem MepTty, Nonom beprom 1 Pobeptom
Monnakom o 6e30nNacHOCTM TAKOro IKCNEPUMEHTA;
Monnak 60s/cA, YTO TaK MOXKHO CNy4YaliHO CO34aTb
HOBbIM U ONacHbI MUKPOB»3. Yepes natb et B MNa-
cnduk-Npoys B KanmdopHMm npolina 3SHameHUTan
A3nnomapcKasa KoHpepeHLUs, NPOBO3rNacKBLLAA
CBOEW LLe/1bto BbIPabOTKY MPUHLIMNOB KOHTPO/A 33
3KcnepumMmeHTamm yyeHolx B obnactn JHK.
MonbITKM OCO3HAHUA ONACHOCTU, KOTOPYIO
npeAcTaBAAeT HEKOHTPOIMPYEMOE Pa3BUTUE FeHe-
TUKWN, OCYLLECTBAANNCL U paHee. Tak, B 1968 . B Te-
repaHe coctoanacb MexayHapoaHaa KoHbepeH-
LMA NO NpaBam YenoBeKa, Pe3yibTaTOM KOTOPOM
ABUNOCb Bo33BaHue, n. 18 KoTopon rnacut: «XoTs
nocaegHue Hay4yHble OTKPbITUA N TEXHUYECKNE
OOCTUMKEHMA OTKPbLIBAIOT LUMPOKME NEPCNEKTUBDI

1 WccnepgoBaHue BbINOAHEHO Npu dUHaHCOBOW noaaepke POOU B pamKkax HayuyHoro npoekta Ne 18-29-14002.
2 @ykyama @. Hawe noctyenoseveckoe byayuiee : Mocneactsma 6uorexHonornyeckon pesontoumn. M. : ACT,

Jlokc, 2004. C. 56—57.

3 FEichenwald K. Redesigning Nature: Hard Lessons Learned; Biotechnology Food: From a Lab to a Debacle // The

New York Times. January 25. 2001. P. Al.

AkTyanbHble npobnembl poccuiickoro npasa. 2019. N2 3 (100) mapt



32

OUNOCOOUA N STUKA NPABA

AR COLMANbHO-3KOHOMMYECKOTO U KY/IbTYPHOTO
nporpecca, OHM MOTYT TeEM HEe MeHee NOCTaBUTb
nof yrposy ocyliecTsiieHue npas 1 ceobog 1 no-
TpebyloT B CBA3W C 3STUM NOCTOAHHOTO BHUMaHUA»*,

0. N. XblonTT B cBOEM 0630pe no Bonpocam
HOPMaTUBHO-NPABOBOIO PeryIMpoBaHNsA Pa3BUTUA
dapmaKkoreHoMNKN® FaBHOM ABUNKYLLLEN CUIOMA
3TOM HOBOM 06/1aCTU 3HAHUA Ha3blBaeT PoOpPMMpPO-
BaHWe NepcoHaNM3UPOBAHHOM, MU BbICOKOTOY-
HOMN, MeauUMHbI (precision medicine). 3ToT BUA,
6MOMeaMUMHCKOrO aHaN3a HaNpPSAMYIO CBA3aH
C noABAEHNEM KOMMbIOTEPHbIX CpeacTB 06paboTKu
60MbLUIMX MAaccMBOB MHPOPMALMK, A TaKKe C BHE-
ApPeHMeMm HOBbIX METOZO0B M 060pyA0BaHMA, NO3BO-
NAIOLMNX IKCNEPUMEHTA/IbHO U3Y4aTb MPOLLECChI
BHYTPUK/IETOYHOTO CMHTe3a. epBbiM HarAAHbIM
PEe3yNbTaTOM 3TUX ABYX TOUYEK HayYHO-TEXHUYECKO-
ro pasBMTUA CTAHOBUTCA BblAENE€HNE OMUYECKNX
3HaHu (omic knowledge), KoTopble TakKe cTaHo-
BATCA BaXKHbIM GpaKTOPOM reHeTUYeCKUxX uccneno-
BaHMi. K nccnepgosaHuam reHoma gobasnstoTcs
paboTbl NO TPAHCKPUNTOMUKE, MeTabosioMuKe,
npoteomuke u apyrum cbepam GyHKLMOHMpPOBaA-
HMA XUBbIX OPraHM3MOB Ha MOJIEKYNIAPHO-KNETOY-
HOM YpPOBHeE.

MeKay TEM CyLLEeCTByeT HemMasio NPenaTcTBUiA
AaKe o5 NPoCTOro HaKoM/AeHMA OMUYECKUX 3Ha-
HUI, He roBopA YK 06 ux pa3BuTnn. Kak otmevaet
M. B. OncoH®, Hanbonee cyllecTBeHHble NpenaT-
CTBUA BO3HUKAIOT B OMOITUYECKOMN, MHCTUTYLMO-
Ha/IbHOM, NPABOBOM U KyNbTypHOM 06/1aCTaX, UTO
He JaeT co34aBaTb Pecypcbl C HaZEXHbIM 4OCTY-
NOM K OOKOHKYPEHTHbIM AaHHbIM (robust-pre
competitive-data), koTopble Heobxoanmsbl Ana
pa3BUTUA GapMaKoNornm u meanunHbl. LOKOHKY-
PEHTHbIMW Ha3blBAKOTCA AaHHbIE, UCC/IeA0BaHNA
M NPOEKTHble pPa3paboTKM B Nepmnos, Koraa ux pe-
3y/1bTaTbl €LLe He MOTYT 6bITb KOMMepPLUAIN3NPO-
BaHbl. K MX YMCY OTHOCAT He TONIbKO dyHAAMEH-
Ta/ibHble, HO M NPUKNAAHbIE UCCNEL0BAHUSA, ECNN
MX NpoBeAeHNe He HOCUT TEXHUKO-TEXHOIOTMYe-
CKOTO XapakTepa.

[eno B TOM, 4TO cama peanunsayma «npeumsm-
OHHOM MeaNLUHbBI», CMOCOBHOCTb NCMOb30BaTh
MONEKYNAPHbIe AaHHble ANA Tepanun n neye-
HMA NAUMEHTOB HaTa/IKMBAETCA Ha HErOTOBHOCTb
K 3TOMy rocygapcrea u obuwecTtsa. [ae-To Hapy-
LIaTCA NPaBOBblie MAN MOpPaJibHble 3anpeThl,
CO34aHHble AR 3aWUTbl YACTHOM XXU3HWU, rae-To
He paboTatoT ycTapeslwne popmbl GUHaAHCOBOM
OTYETHOCTW, Fae-To aAMUHUCTPATUBHbIE Bapbepbl
npensaTcTBYOT HOBbIM dopmam cbopa n 0bpaboT-
KM «OoMUYecKol MHbopmauum». MNepBbiMn 3TUM
03abotuancek Bnactm CLLUA. U BoT yxke KomuteT Ha-
LMOHAaNbHOro uccnegosartenbckoro coseta CLUA
o03aboTtunaca Tem, yTobbl CNOCOHCTBOBATL CHATUIO
Ha3BaHHbIX NpensaTcTBUIA. Ero peweHuns, oTHocA-
wmeca K 2011 r., HEMHOrO yAy4ylWnan CUTyaumto,
HO pa3BUTUE HAaYKU N TEXHONOTMMN CTAHOBUTCA BCe
bonee cTpeMUTENbHbBIM, U CO34aHME CETU 3HAHUMN
ana buomeanLUNHCKUX UCcneaoBaHUM U HOBOM
TakcoHomumM 60s1e3HU, Yero TpebyeT cama naes
NpeumMsnoHHON MeaNLMHbI, NO-NPEeXKHEMY cyLle-
CTBEHHO TOpMmo3unTcA. Kak yteepagaet M. B. On-
COH, NpenMyLLecTBa npeasiaraemoit cMcTembl ae-
natoT 6e3anbTepHATUBHbLIMM COcobbl 06paboTKM
AaHHbIX 0 deHoTUNax, reHoTUNax u Bo3AenCcTBUmn
3KOJIOTUM Ha OTAENbHbIX NOAEN, @ CAMO pa3BUTHE
BbICOKOTOYHON MeAULMHbI MPEBPALLAIOT B BaXK-
HeMnLWYyo NOAUTUYECKYIO 3a[a4y COBPEMEHHOCTU.

OcHoBHas nNpobsiema COCTOUT B TOM, YTO UC-
C/lelOBaHMA NO KaxKaoMy nauMeHTy npoBoaATca
WHANBMAYANbHO, UX PUHAHCUPOBAHME CBA3ZAHO
C paboToOlM MHOXEeCTBa HMKaK He CBA3aHHbIX ApYyr
C APYrOM KAWMHUK U UCCNenoBaTe/IbCKUX LLEHTPOB,
0bMeH MHpopmaumen mexay KOTOPbIMU 3aKPbIT
Ha 3aKoHogaTesibHOM ypoBHe. OHM NpoTuBope-
4yaT CNOHTAaHHOMY W eCTeCTBEHHOMY XKenaHuto
NnauMeHTOB COXPaHUTb B TaliHe cBeaeHunA o cob-
CTBEHHOM 30pPOBbE 1 0 3aboseBaHUAX, TeM 6O-
Jiee reHeTUYecKmxX. I3MeHeHU o cUTyaumnm moxeT
CcrnocobCcTBOBaTH COBEPLLUEHCTBOBAHWE 3aKOHOAA-
TeNbCTBA M pa3bACHUTENbHAA paboTa 0 TOM, YTO
VWb co34aHMe TMraHTCKMX MaccMBOB MHOpMa-

Bo33BaHue TerepaHckoi KoHpepeHuunm. MpuHaTo 13 man 1968 r. MexkayHapoaHoM KoHbepeHuuein no npasam

yenosekKa B TerepaHe // URL: http://www.un.org/ru/documents/decl_conv/declarations/st_hrl_57.shtml.

5 Hewitt J. E. The Ethical, Legal and Regulatory Issues Associated with Pharmacogenomics: Systematically
Quantifying the Literature // J Law Med. 2018 Apr. 25(3):782—793.

& Olson M. V. Precision medicine at the crossroads // Hum Genomics. 2017 Oct 11. 11(1):23.
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UMM O HEOFPaHNYEHHOM MHOECTBe NHANBUAO0B
rapaHTMpyeT ToYHble ANarHosbl U adPpeKTnBHoe
fleyeHune, NPopbIBHbIE OTKPbLITUA U HOBblE METO-
Abl. «3TK orpaHuumMBatowme GpakTopbl NPUBOAAT
K TOMY, 4TO HONbLUMHCTBO Pe3ynbTaToOB UCCAEA0-
BaHWI HE MOTYT ObITb MHTErPUPOBaAHbI B CUCTEMY
KAMHUYECKon noMmoLn. MHEeHUA 3KCNepToB O TOM,
yTOo TaKoe “06sA3aHHOCTb MHPOpMMpoBaTh” (duty
to inform), pacnpocTpaHsatoLanca Ha y4aCTHUKOB
nccnenoBaHum, NOAYHAOLLNX KAMHUYECKM 3HAUU-
Mble pe3ynbTaTbl, CYLLEeCTBEHHO pasHATcA. [ei-
CTBUTE/NIBHO, MHOTME UCCIef0BATE/IN HEOXOTHO
NpeaoCTaBAsIOT AaHHble B 06Lme 6a3bl, MOCKOIbKY
3TO MOXKET NOCTAaBUTb UX Nepes, BONPOCaMM O TOM,
ABNAETCA I 06paTHanA CBA3b C y4aCTHUKAMMU He-
06X04MMOI MU BCEro NULWb KenatenbHon»’. Kak
npeoaoseTb eCTeCTBEHHOE CTPEM/IEHME NtO4EN
CKPbITb OT Yy»KKX a3 nHbopmaumio o cebe, cBOMX
0CODBEHHOCTSIX, HE TOBOPA YK 0 AedeKTax reHeTu-
yeckou HacneacTseHHOCTU? MomoXKeT /in 34ech
obcyxaeHune n ybexaeHne, UameHeHMe OTHoLe-
HUA K 3TUM Bewwam? CnocobHbl in Nyb6anYHbIe
ONCKYCCUM U3MEHUTb NPUBbIYHbIE B3MNAALI U CNO-
XuBLIMeca npeaybexxaeHna? Nam ectb cmbicn no-
npoboBaTb N3MEHWUTb 3aKOHbI, @ 06LLLECTBO paHO
WKW NO34HO NPUMET NpeaIoKeHHbIE U3MEHEHUA,
COMpOoOBOXKAAOLWMECH LWMPOKON Pa3bACHUTENb-
HoW paboToit? Bblbop cTpaTernmn npeoaoseHms
MOPa/bHbIX M NPABOBbLIX NPENATCTBUIA Pa3BUTUIO
FEHOMHbIX UCCNEef0BAHNIN 3aBUCUT OT C/IOXKUBLLEIN-
CA CUCTEMbI HAY4YHOTO N TEXHWUYECKOTO Pa3BUTKUA,
a TaK¥Ke OT COLMOKYABTYPHbIX TPAULMIA U NOAUTU-
YecKoW KynbTypbl AaHHOTo obulecTsad.
JocTtaTtouHo gonroe spems B CLLUA aelictso-
Ba/IN NpaBUNa KOHPMAEHUMANBHOCTH, 3aZaHHble
B 3aKoHe 1996 r. (Health Insurance Portability and
Accountability Act of 1996 (HIPAA)), noasepriunecs
nameHeHuto B 2013 r., Korga noTpebHOCTbL B 06-

MeHe reHOMHbIMM AaHHbIMM 3aCTaBW/1a YacTHble
M OTAENbHbIe roCyAapCTBEHHbIE KNMHUKKN AeNCTBO-
BaTb coobua. MiccnepgoBaHune, NnpoBeAeHHOE Ha
ocHoBe 6a3bl gaHHbIXx Thomson Reuters Westlaw
b. [)K. DBaHCOM, BbIABMIO HE TO/IbKO OTCYTCTBME
YeTKOro HOPMaTUBHOTO PYKOBOACTBA K Npume-
HEHWI0 MUHMMA/IbHO HEOBXOANMMOro CTaHAapTa
HIPAA npwu paccmoTpeHnn obmeHa AaHHbIMMU re-
HOMHOTO TECTUPOBAHMA, HO U HEAOCTAaTOYHOCTb
MHPOpPMaLMOHHOM NOJNTUKKN, NPOBOANMON BNa-
cTAMMW B 3TOM 0bnacTn®.

B aTOM cmbicne NoKasaTesieH onbIT NPaBoOBOro
perynnpoBaHusa co34aHnsa reHOMHbIX 6a3 AaHHbIX
n 6uobaHKoB B [laHUK, paccmaTpmBaemblii MeTtTe
XapTtneBom. AHa/ M3 AATCKOM 3aKOHOAATEbHOM
NONUTUKN KOHONAEHLUNANBHOCTU OTHOCUTENbHO
reHoMHbIX 6a3 AaHHbIX U 6nobaHKoB ybexgaeT
aBTOpa He OrpPaHMUYNBATLCA U3YYEHNEM OTAE/bHbIX
3aKOHOAATE/IbHbIX aKTOB, HO paccMaTpMBaTb BCHO
CNOXHYIO CETb, BK/OYAIOLLYIO pAA, 3aKOHOB, aAMU-
HUCTPATUBHbIX MPABUA U PYKOBOAALMX MPUHLMMOB
B LLeoM. B ocHOBe CTPYKTYpbl, Ha 3aKoHOAATE b-
HOM ypoBHe obecrneunsatolLeit KoHOMaeHUNAb-
HOCTb, NeXaT HaUMOHaNbHble 3aKOHbI, Npexkae
Bcero 3akoH o0 340poBbel’, a TakKe YronoBHbI
Kodekc aHun!l, MeTTe XapTnes He HaxoauT cpe-
AW 3anpeToB BMeLLIaTeNbCTBA B YAaCTHYIO XXU3Hb
HMYEro cneunanbHOro, OTHOCALLLEroca K 3awmTe
MMEHHO reHOMHOW MHbOopMaLMK, AaxKe B CT. 73
KoHctuTyummn [laHmm, B KOTOPOI 3alLMLLLAETCA He-
NMPUKOCHOBEHHOCTb *UIULLA, CEKPETHOCTb MUCEM
M coobLLEeHNI. B oTanume oT Apyrux eBponemncKkmx
CTPaH, OH He HaXoAUT HMYEero NOCBALLEHHOIO OX-
paHe AaHHbIX 6MOBAHKOB N FEHEeTUYECKUX Uccne-
A0BaHWIA, MOMMMO NPUHLMMOB U CPeacTs obuien
3alWNTbl KOHPUAEHUMANbHOCTM. ITa 3aLLMTa OCY-
LLLeCTBAAETCA NP MOMOLLM KTPEX OCHOBHbIX Npa-
BOBbIX MOPAAKOB PEryMPOBaHUA, BK/OYAIOLLLMX

7 Toward Precision Medicine: Building a Knowledge Network for Biomedical Research and a New Taxonomy of
Disease. Editors National Research Council (US) Committee on A Framework for Developing a New Taxonomy
of Disease. Source Washington (DC): National Academies Press (US), 2011.

MpxcuneHckul B. N. KOpnanyeckoe no3HaHWE 1 NPABONPUMEHUTENbHbIE NMPAKTUKM B KOHTEKCTE HEK1IAaCCUYECKOM

anuctemonoruu // Bonpocbl dunocodpumn. 2015. Ne 8. C. 42—53.
® Evans B. J. Impact of HIPAA’s minimum necessary standard on genomic data sharing // Genet Med. 2018 Apr.

20(5):531—535.

10 Consolidating Act no. 2014 of November 14, 2014, Act on Health.
1 Consolidating Act no. 871 of July 4, 2014; Criminal Code, Sections 152 b-c and Section 264d.
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B cebs obuime npaBa nauneHTos (ocobeHHO Npaso
Ha camoonpegeneHne n KoHPUAeHLManbHOCTb),
peryniMpoBaHue UccieoBaHUM M 3aKOHbI O 3aLuTe
OaHHbIX»12,

Ha cTpaHuMLax Toro e Homepa »KypHasia MOXKHO
HaWTU cTaTblo 06 N3PanILCKOM OMbiTe NPaBOBOro
peryanpoBaHMA reHOMHbIX UccnenoBaHuii. B oT-
NiNume OT JATCKUX 3aKOoHOoZaTenem, U3pannbraHe
MPUHANN CNeLMaNnbHbI 3aKOH 06 NCKNHOYNTENBHBIX
CBOICTBax reHeTu4Yeckoi nHpopmauum (genetic
exceptionalism) ewe B 2000 r.'* «3TUM 3aKOHOM
PerynMpytoTca Kak HenocpeacTBEHHO KANMHUYECKan
NMOMOLLLb, TaK M CBA3aHHbIE C Hel npodeccnoHanb-
Hble NPaKTUKKU (Hanpumep, TMLEH3NPOBAHWNE Na-
6opaTopuii reHeTUYECKOro TECTUPOBAHUA; KBANU-
durKaLma ANnAa reHeTMYeCcKoro KOHCYIbTUPOBaHMUA;
XpaHeHWe obpasyoB.; NpefoTBPaLLEHME FeHeTMYe-
CKOWM AMCKpMMMHaUnKM B chepe 3aHATOCTU U CTpa-
XOBaHMeE), a TaK¥Ke topuamyeckue TpeboBaHusA
K NpoBeAeHUNI0 reHEeTUYECKUX UcceaoBaHnn»4,

CraTtbA 1 U3pannbCKoro 3aKoHa O peryampo-
BaHWW reHeTUYECKMX UCCNea0BaAHMMN T1ACKUT, Y4TO
B KayecTBe Lie/in BbICTyMaeT «peryanposaHue re-
HETUYEeCKOro TeCTMPOBaHMA 1 obecneyeHns reHe-
TUYECKOro KOHCY/NIbTUPOBAHMA, a TaKKe 3almMTa
npasa Ha HENPUKOCHOBEHHOCTb YaCTHOM KU3HWU
vy, nognerkalmx TeCTMPoOBaHMIO Ha BblfiBAEHUE
reHeTM4yeckon nHpopmaumm 6e3 yuepba ana Ka-
4yecTBa MEAULMHCKOM MOMOLLU, MEAULLUHCKUX
N FTeHEeTUYECKMX NCCNea0BaHUIN, pa3BuTue me-
ANLUMHbBI U 3aWMTa obLecTBeHHOro 61arococTto-
AHUAY . [laHHbIN ONbIT NOKa3blBaEeT, YTo B U3paune
paHblUe 0CO3HaNAN HeEOHXOAUMOCTb CReLnaNbHO-
ro NPaBOBOrO PEry/IMPoOBaHMUA, YEM B PAAE CTPaH,
rae, nogobHo JaHum, npeanoymTtaoT 06xoanTbes
O6LWMMM 3aKOHAMM U 3aLLULLATD TEHETUYECKYIO
MHbOPMaLMIO KaK OAUH N3 BUAOB MHbOpMaLUK
YacTHOro xapakTtepa. Ho cyTb 1 NpUHLMNbI 3aKOHO-

AaTeNlbHOM NOAIUTUKM ABYX FOCYAAPCTB, YbA NPaBO-
BaA UAEHTUYHOCTb HOCUT CAOMKHbIM U JOCTaTOYHO
9KCK/tO3MBHbIM XapaKTep, HO B KOHEYHOM UTOTe TA-
roTeeT K aHIMOCAaKCOHCKOMY 06LLemy npasy, ogHa
M Ta Xe: 3awmTa chepbl NpMBaTHOrO — CBATaA
06A3aHHOCTb rocyaapcTBa No obecneyeHuto Npasa
YyesioBEKa U BO UMSA €ro AOCTOUHCTBA. Kak oTme-
yatoT M. B. BopoHuH 1 M. B. 3axapoBa, «B Leaom
npu NpoBeaeHNM FreHOMHbIX UCCAEA0BAHMIN Mbl
Moxem HabnoaaTtb CMTyaumto, Korga ecTecTBeH-
HO-Hay4HOe 3HaHMe B 3TOM 061aCTU 3HAYUTENIbHO
onepexaeT lopuandeckoe ero otparkeHue. Kak
cneactsme — nepBoOHAYasbHaA U NnocneayoLan
npobesbHOCTb B 3TOM CEKTOPE NPaBOBOro Peryaun-
poBaHMA. YHMBEPCANN3ALMM YCTAHOBAEHUA MepbI
cB06O/bI B lAHHOM 061aCTU TaKKe He COCTOA/OCh,
yTo 06BACHAETCA MHOrO06pPasnem HauMoHaNbHbIX
B3I/1A40B Ha NPaBOo Kak TakoBoe»'®,

Mpumep Knutaa gaet npeacrassiieHne 0 TOM,
Kak popmMmunpyeTca 3aKOHOAATENbCTBO B YCNOBUAX
obuecTBa, B KOTOPOM AOMUHUPYIOT KONIEKTU-
BUCTCKME LEHHOCTM M YCTAHOBKM, @ rOCYAapCTBO
ABNAETCA OTYET/INBO STATUCTCKMM. Kak oTmeyatoT
aBTOpPbI CTAaTbM O NPABOBOM PEryiMpoBaHUm re-
HOMHOrO 6aHKa KMTalCKOro rocyAapcTsa, Tpagmum-
OHHOW KynbType Kntaa xopoLlo 3HaKOMO NOHATHE
npuMBaTHOCTU. PasgeneHne mexay NPoCTPaHCTBOM
CeMbMW 1 NPOCTPAHCTBOM FrOCYAapPCTBa, COFNACHO
YTBEPXKAEHMIO aBTOPOB, TbiCAYENETUAMMN HAXO-
OWNOCb B CAMOM LLEHTPE KMU3HUM YenoBeKa 1 06-
wectsa. C KOH)YLMAHCKOM MOoAEeblo BOCNPUATUSA
CeMbMW KaK rocyZapcTBa M rocyaapcTBa Kak cembM
aKTMBHO HopoAUCh B NepPBble AECATUNETUA KOMMY-
HUCTUYECKOM 3NOXM, HO MOCTENEHHO NPOUCXOAUT
OBUXeHne B obpaTHOM HanpasaeHun. Habnoga-
eTcA NepeoL,eHKa OTHOLWEHUA K IMYHOCTK, K ee
BHYTPEHHEMY MUPY U ee NPaBy HA HEMPUKOCHO-
BEHHOCTb YaCTHOM }KU3HMU.

2 Hartlev M. Genomic Databases and Biobanks in Denmark // J Law Med Ethics. 2015 Winter. 43(4):743—53.

P. 745.

13 Rothstein M. A. Genetic Exceptionalism and Legislative Pragmatism // Hastings Center Report 35. no. 4 (2005):

27—33.

14 Siegal G. Genomic Databases and Biobanks in Israel // J Law Med Ethics. 2015 Winter. 43(4):766—75. P. 770.

5 Siegal G. Op. cit. P. 770.

1 Voronin M. V., Zakharova M. V. Medida de libertad en el contexto de la regulacién legal de la investigacidn
gendmica: experiencia extranjera // Revista Dilemas Contemporaneos: Educacidn, Politica y Valores. fio: VI
Numero: Edicidn Especial Articulo no.:16 Periodo: Diciembre 2018.
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KaKk otmeuvatot XangaH YeH, beHHU YaH 1 AHH
Oxonn'’, KUTaNCKN TepMUH «MHbCKY (yinsi) Ha-
YMHAET NPUMEHATLCA KaK NepeBos aHIIMACKOro
NnoHATUSA «privacy». Bce 6onbliee BHUMaHME HauK-
HaeT yaenATbCA COXPaAaHEHMIO NPaBa Ha HeNpUKoc-
HOBEHHOCTb JINYHOM KN3HM B NybnyHoi chepe.
Tak, cornacHo ceBnaeTensCcTBy XagaHa YeHa, beHHM
YaHa 1 AHHa OyKo1un, 601blIoN Pe30HaHC Bbi3Bas1o
aeno dolaHb 0 rocygapcTBeHHoM cnyxbe. Toraa
TPM KaHAMAATa Ha rocyAapCTBEHHYO Cy»KOy b6blan
NPU3HaHbl HENPUFOAHBIMM MO MEANLMHCKMM CO0b-
paxeHMAM — n3-3a MHGOPMaLMM O HAZIMUUKN Y HUX
reHa cpeamn3eMHOMOPCKOM aHemuu. M xoTa Bce Tpoe
MbITa/INCb CYyAUTLCA C paboTogaTenem, UM HUYEro He
yAaNnocb AoKazaTb. OgHaKo B 06LeCTBE 3aroBOpUAU
O FeHeTUYeCKOoM ANCKPMMUHAUUN N TpeboBaHMK
COXpPaHeHMA TalHbl FTEHOMHbIX AAHHbIX.

Poccuitckuin uccnepgosatens 1. B. TpowMHCKui
nonaraet, YTo TPAAMUMA KOHPYLLMAHCKO-NErncT-
CKOro NpaBoONOHMMAHUA NEXKUT B OCHOBE BCEX
MHTepnpeTaumin Nnpasa B coBpemeHHoM Kutae.
«MpaBoBasn cucTtemMa COBPEMEHHOIO KUTANCKOro
rocyfapcTBa yHMKaNbHA U BKAOYAET B ceba Kak
TpaguunoHHoe (ApeBHee) NpaBo, Tak U YepTbl
npaga CTpaH couManmM3ama, POMaAHO-rePMaHCKOM
M aHI/T0CAaKCOHCKOM NpaBoBbIX cemei. bonblioe
B/IMAHME HA XapaKTep NPUHMMaEeMbIX HOPMATKB-
HbIX MPaBOBbIX aKTOB, HOPUANYECKYIO HAYKY OKa3a-
NN COBETCKME CMELMannCTbl, KOTOpble 3a10XKUAN
dyHaameHT npaBoBoi cuctembl KHP B nepsoe
aecatunetve nocse obpasosaHus B 1949 r. HoBo-
ro rocygapctea. HecmoTps Ha NpAMOoe OTcyTCTBUE
B AEMNCTBYIOLLEM KUTAMCKOM 3aKOHOAATENbCTBE
pa3paboTaHHbix Bennkum KoHdyumem n nerucra-
MM MOPasIbHO-3TUYECKUX U NPABOBbIX AOKTPUH,
cnefyeT NpM3HaTb UX BAUAHWE HA NPABOCO3HAHME,
NpaBOBYO KyAbTypy KUTAMCKOro NpaBoTBopLa
1 06bIYHOrO rpaXKJaHnHa onpeaenarLnm» e,

Opyrmne nccneposatenu, KOHcK YeH u JlInHuAO
CoHr, NoaYepKMBatoT, YTO pPerynpoBaHne reHeTu-
YeCKMX UCCneaoBaHNM, Kak M opraHu3auma obmeHa
nHpopmaumen o reHome, B coBpemeHHom Kutae
npecnenyeTt He TONbKO LEenn 3almuTbl MHANBUAY-
aNbHbIX AAHHbIX OT pa3rnaweHua. NoanTnyeckme
W ynpaB/ieHCKMe pe3oHbl 3aCTaBAAOT 3aKOHOAa-
Tenen cTtaBuTb 0bLLLECTBEHHOE Bbillie YacTHOrO,
a uHamemayanbHomy 6aary npeanovmtaTb baaro
KonnektneHoe!®. Mpu aTom 0b6LIEeCTBEHHOE UK
KONNEKTUBHOE NPAKTUYECKM HEOTAEIMMO OT ro-
cypapcteeHHoro. B npoekTte MonoxkeHna o Human
Genetic Resources 2016 r. oTme4aeTca nporpecc
B 3aLLUTE HENPUKOCHOBEHHOCTM YAaCTHOM XKU3HWU
[OHOPOB reHeTUYECKUX PECYPCOB, HO CaHKLMA BBO-
OMTCA TONbKO TOrAa, KOrga pasrialleHme npuymnH
NPUBOAUT K «Cepbe3HbIM HebNaronpuATHbIM CO-
umanbHbIM nocieacteuam» (cT. 32)%. B pesynbrarte
aBTOPbI BO3N1araloT HaZeXKAbl HA NOCTeNeHHOE BAU-
AHME MEXAYHAPOAHbLIX KOHBEHLUWNI N UHCTUTYTOB,
CNocobHbIX yKe B banKaiilem byayLiem yaydlumTs
cUTyaumio M ocnabumtb 6€CnoKoMCcTBO No NoBoay
3noynotpebneHna AaHHbIMM NALLMEHTOB U NPOCTO
YYaCTHUKOB UCCNea0BaHMA.

MbI paccmaTpmBaam TOIbKO BOMPOChI COXPaHe-
HUA KOHOUAEHUMANBHOCTU AaHHbIX BuobaHKoB. Ho
3To Npobaema XOTA M HAcyLHaA, HO BNOJHE TPU-
BMa/ibHasA Ha POHe Tex yrpos, KOTopble BO3HUKAOT
NpW aHaNM3e AaNbHUX U TNYOUHHBIX NOCAeACTBUN
BCel bBuoTexHoornyeckomn pesosntounn. Kak otme-
yaeT . Pykysama, MOXKHO yxKe ceilyac NpPorHo3u-
poBaTb MaclTabbl BAMAHMA BUOTEXHONOIMYECKOM
pesonouMn B byayuwem. Npn aTom amepuKaHcKui
dunocod gonyckaet, YTO HEKOTOpbIe HageXabl,
CBA3aHHble C pa3BUTMEM FEHOMMUKN, MOTYT HE
onpasaatbcA. Ho aarke y»xe cBEPLUMBLUMXCA CO-
6bITUI C N3OBITKOM XBaTUT A4 TOro, YTODObI OKasaTb
pafnKanbHOe BANAHME HA NOIUTUKY, MPaBO U LEH-

7" Chen H., Chan B., Joly Y. Privacy and Biobanking in China: A Case of Policy in Transition // J Law Med Ethics.

2015 Winter. 43(4):726—42. P. 727.

18

TpowuHckul 1. B. NpaBoBas cuctema Kutarickoit HapogHoi PecnybanKku: cTaHoBNeHME, Pa3BUTUE U XapaK-

TepHble ocobeHHoCTH // BecTHMK YHnsepcuteta umern O.E. KytaduHa (MIHOA). 2015. Ne 5. C. 115.

1% Chen Y., Song L. China: concurring regulation of cross-border genomic data sharing for statist control and
individual protection. Human Genetics. Springer-Verlag GmbH Germany, part of Springer Nature 2018.

20 | egislative Affairs Office of the State Council (2012), Draft Regulation on Human Genetic Resources (Submitted

for Review) [ A &
e37419a4211fab9e902.doc.
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HocTM YyenoBeKa B XXI B. K uncny takux coboitnii
@. PyKkyama OTHOCUT OTKPbITUA B 061aCTU FreHeTu-
YecKn 0byCcnoBNEHHbIX MPUYNHHO-CAEACTBEHHbIX
3aBMCMMOCTEM, cnocobHOCTb OKA3bIBaTb BAUAHME
Ha NpoA/sieHne XM13HU, a TakKe HelpodapmaKono-
TUI0. 3TU OTKPbLITUA B NEPCNeKTUBE NOCTaBAT NOA,
BOMNPOC TPAANLMOHHbIE MexaHU3Mbl GOpMUpPOBa-
HWMA YeNoBEYECKON MAEHTUYHOCTM, NpeacTaBaeHuA
0 CNpaBeaIMBOCTU CYLLECTBYIOLLNX COLLMANBHbIX
nepapxmii, noTpebytoT nepeonpeaesieHnn LUeH-
HOCTeM, CBA3aHHbIX C MOHATUEM JIMYHOCTU, U NOA-
BEPrHYT CEMaHTUYECKON peBU3UM CAMO NOHATUE
JINYHOCTK.

B BblWenpmnBeaeHHOM KOHTEKCTE COBEPLUEHHO
WMHOM CMbICN NpMobpeTatoT CNoBa U3 KUTAUCKOIo
3aKOHa O peryMpoBaHum AeATeNbHOCTU FTEHOMHO-
ro 6aHKa. [leiicTBUTENIbHO, FEHOMHbIE UccenoBa-
HWA MOTYT HAHECTM Bpea, NoAAM, KOTOPbIe He yya-
CTBYIOT B OTHOLLEHMM MEXKAY BPAYOM M MALMEHTOM,
uccnegosatenem n Aob6poBonbLEM, HO ABAAIOTCA
TpeTbelt CTOPOHOM. ITO BO3MOKHO B C/1y4ae, Koraa,
Kak nuwet ®. dykyama, 6opbba ¢ 0AHNUM U3 HAHO-
cAWMX ywepb perMoHanbHOM 3KON0rMK nocnea-
CTBU TOKCUYHOTO NPOU3BOACTBA BPEAMUT 3KOOMUK
Apyroro pernmoxa. Toraa « MHAMBUAYabHbIN BbI6OP
MHOTUX Ntogen NpueeseT K TOMY, YTO Y SKOHOMMU-
CTOB Ha3blBaeTCA “OTpPULATENbHBIMM SKTEPHAJIbHO-
ctamun” — TO ecTb K ylepby TpeTbel CTOPOHbI, He
NPUHMMABLLEN y4acTMA B TpaHCaKumun... Ho Bonpoc
CTABUTCA TAK: CYLLLECTBYHOT /I OBCTOATENLCTBA, B KO-
TOPbIX MHANBUAYA/IbHbLIM BbIOOP NA0AEN OTHOCK-
TeNIbHO BUOTEXHOIOMMK MOXKET NoB/eYb 3a cobon
OTPULATENbHbBIE SKCTEPHAIbHOCTM U TEM BbI3BaTb
YXYALLEHNe XU3HM 06LLecTBa B Lenom?»?

B cBA3M c pa3BuTMEM BUOTEXHOIOTNI U, B OCO-
OEeHHOCTU, FreHeTUYECKUX UccneaoBaHUn BO3HU-
KaloT TaKKe Npobaembl 3aluTbl TEX, Y KOO Habop
YyenoBeYECKUX KAYecTB OrpaHMyeH. Tak, Bnepsble
nocne obcyaeHns npasa Ha abopT BCTaeT BOMNpocC
0 NpaBax U AOCTOMHCTBE HEPOMKAEHHDBIX MNALEH-
ueB. K HUM Hanpamyto NPUMbIKAIOT Te, KTO eLle He
cnocobeH B NOJIHOM Mepe 0COo3HaTb CBOM MpaBa
WU yxKe He cnocobeH MX 0co3HaTb: ManeHbKue
OETU, CTapUKK, MHBanMapl. U aarke pakT ocosHa-
HUA CBOMX MNPaB MHOTMMM CTapUKaMM HE CUNbHO
n3mMeHAeT cnTyauuto becnomouwHocTn. Ho BoT

1 @Pykyama @. Ykas. cou. C. 56—57.

0 HEPOXKAEHHbIX MAageHLax HeobxoANMMO roBo-
puUTb OoTAeNnbHO. MccnenoBaHMA NO CTBOIOBLIM
KNETKAM U KNOHUPOBAHMIO 3aCTaBAAIOT NO-MHOMY
B3MNAHYTb Ha UX NpaBa: uccaegoBaHne ambpuo-
HaNbHbIX CTBOJIOBbIX K/JIETOK HEBO3MOXKHO 6e3
3IMOBpPUOHaNbHbIX TpaHchOpPMaLMN, KOTOpPbIe MO

CBOEN CyTU ABNAIOTCA pa3pyLlleHnem smbpunoHoB.

3aecb y»Ke Henb3a 060NTUCHL OAHOM Tepanmen, He-

o0bxoanmo npusHaTtb GaKkT BMeLlaTe/IbCTBa B ecTe-

CTBEeHHble (bMonormyeckme, NncMXMUYeckme 1 T.n.)

NnopAAKM YesI0BEKA eLLEe A0 ero NOABAEHWUA HA CBET.
Tak, pogutenu pebeHKa, AaBLuMe cOrnacme Ha

pefakTUPOBAHWE reHOMA, NMO-BULMMOMY, KenatoT

emy nobpa. Ho coBnagatot am ux NnpeactaBaeHmA

o0 pobpe, 6nare, cnpaseaMBOCTM C Byaywmmm

NpeacTaBAeHUAMM eLLe He POAMBLLETOCA pebeHKa,

KOTOpbI B AasibHENLLEM PETPOCMNEKTUBHO OLEHUT

UX pelleHne, nx BbIbop? He CMOXKET 1M OH NOCT-

daKTym owyTnTb 60/1b U CTPaAdAHMA, UM e nepe-

KUTble, M 3aHOBO MX NEPEXUTL? 346Cb MOXHO BO3-

pa3unTb, YTO ByAYLUINI HOBOPOXKAEHHbIN HE MPUHK-

MaeT pelleHns o cObCTBEHHOM POXAEHMU — 3TO,

KaK M MHOroe Apyroe, BXOAUT B KOMMETEHLMIO €r0

poautenei. U fo, n ponroe Bpems Nocne poxzie-

HWA poaMTenn, oneKyHbl, 06LLEeCTBO M rOCYAaPCTBO

AYMaloT M peLatoT 3a Hero. TakoBa coBpemMeHHas

peanbHOCTb, U B 6inKalilee Bpems 6eccmbiCaeH-

HO CTaBUTb MO, BOMNPOC CAOKMBLLYIOCA NPAKTUKY,

no KpanHen mepe B Poccuiickon ®eaepaumu.
MpoBeaeHHbI aHanM3 No3BosAeT chopmyn-

pOBaTb CAeAyOLLINE BbIBOAbI:

1. CrpemutenbHoe pa3BUTUE FTEHETUYECKUX UC-
cnepoBaHuii B Poccuun 1 3a pybexkom aena-
0T HeEOb6XoAMMbIMM Pa3pPaboTKy U NPUHATUE
CcneymManbHOro 3aKoHa O rocyAapcTBEHHOM
peryniMpoBaHnUmM reHeTUYECKUX NCCAeL0BaAHNIM
N BUOUHXKMHUPUHTA.

2. B yKasaHHOM dpeaepasibHOM 3aKOHEe A0NXKHbI
6bITb YYTEHbI TPAAULMN COBPEMEHHOIO NPaBa
M BO3MOKHOCTU YHACTUA B MEXAYHAPOAHbIX
Konnabopauusax, B TOM YMC/E U Ha NPEAKOH-
KYPEHTHOW cTaguu.

3. [onxeH 6bITb Ha 3aKOHOA4ATE/IbHOM YPOBHE
obecneyeH 3anpeT Ha AUCKPUMUHALMIO B /1HO-
601 dopme No NPU3HAKY reHEeTUYECKUX XapaK-
TEPUCTUK.
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Abstract. The article deals with the normative regulation of genetic research and bioengineering, compares the
experience of different countries in this area. The author subjects a legislative framework for the preservation of
privacy in the formation of biobanks in such countries as Denmark, Israel and China to a detailed analysis. On
the example of law enforcement practice in the States mentioned above, the author shows the variety of ways of
development of relevant legislation, as well as the impact of legal, political and socio-cultural traditions on those
ways. Special attention is paid to the connection of genetic research with the development of computer technologies
that require complex legal regulation with due regard to specifics of genomic and computer knowledge. The author
substantiates relevance of the thesis about a decisive role of the influence of political and administrative reasons in
choosing the strategy of legislative and institutional regulation of biotechnology and bioengineering by means of
a comparative review of various schemes and models emerging in Danish, Israeli and Chinese legal reality. In the
article, the authors shift from the problem of development of legal support of genomic biobanks to the problem
of ethical foundations of this activity, and expand the angle of view by considering protection of rights of unborn
children, protection of rights of minors and those who have lost their legal capacity due to old age. The authors
systematize and problematize the issues of preserving effectiveness of legal regulation in the development of
precision (personalized) medicine that is based on the ontology of the unique, while law enforcement, in principle,
is normative, and, therefore, based on the ontology of the universal.
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