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PE3IOME

Beengenne. CtpeMieHue nepeiTu K nepeJjoBEIM MEJUIUHCKIM METOAUKAM C IEeNbI0 IIPOBECHHS aiPeCHON NPO(UITaKTHKY, THATHOCTUKI
U JICUCHUS], TTOBBILICHUS KadecTBa U 3P (HEKTHBHOCTH MEANUIIMHCKOI TOMOIIN BO MHOI'OM OPHEHTHPOBAHO Ha ()OPMHUPOBAHHE TEHETHIECKOTO
npoduist HacenaeHus. JJIs yCIeIHOro pa3BUTHs HHCTUTYTa FEeHETHYECKOI MacropTH3aliy A0JDKHA ObITh MIPOBEACHA MOATAIHAs U Pa3HO-
orpacieBas pabora, BKJIIOYasl IIPeBAPUTEIbHbIC OPraHU3aLMOHHBIC U METOONIOrHYecKre MeponpusaTus. Ha ceronusmnuid 1eHs, 4To0bl
JIBUTATHCS B TPaBOBOM IIOJIE B 3aJaHHOM HaIpaBJICHUH, HEOOXOAMMO 3aJI0KHTh OCHOBBI U CTPYKTYpY HOPMHPOBAHHSI.

Iess uccnenoBanns — BBIPAOOTATh MPUHIMITHAIBHBIN TTOAXO0]] K IIPAaBOBOMY PETYJIHPOBAHUIO IIpoLecca TeHETHYECKOI MacopTH3auu
B Poccnu B ycmoBusiX pa3sBUTHS MEPEAOBEIX MEIHUIMHCKIX TEXHOJIOTHH.

Marepuajbl 1 MeToAbl. MeTONOIOTHYECKYI0 OCHOBY HCCJIEIOBaHHs COCTABIAIOT Kak OOIMe, TaK M YAaCTHOHAYYHbIE METOIbI MO3HAHMSL.
CucremHbIil ozxon obecriednBaeT (HOPMUPOBAHKME LIEIOCTHOH KApTUHBI MEKOTPACIEBOrO B3aMMOJCHCTBHS B KOHTEKCTE aHAIU3MPYEMBIX
B pabote npobiem.

Pe3yabTaThl. ABTOPBI 0003HAYMIIN NIEPCIIEKTHBBI Pa3BUTHS TEHETHYECKON NMACIIOPTH3ALMHK B YCIOBUSX MOAEPHHU3ALMH CUCTEMBI 3{paBOOXpa-
HEHUSI, TOUEPKHYIH POJIb Ha3BaHHOTO HHCTUTYTA JUIS IEPCOHATN3NPOBAHHON MEIUIUHEL, ONPEIEIIHIN U CTPYKTYpHPOBAIH OCHOBHEIE HOP-
MaTHBHBIE OJIOKH, HyXKIarolpecs B pa3paboTke st 3G HeKTHBHOTO MPOIBIKEHUS HOBOW (HOPMBI y4ETHO-PErHCTPALIIOHHON JIEATENbHOCTH.
Orpanunyenns ucciegoBanusi. Ctarbs ONMUpaeTcs Ha NEHCTBYIOIME HOPMATHBHbIC aKThI B chepe 3paBOOXPaHEHHS U UHBIX OTPACIIAX IpaBa
1 27 Hay4YHBIX HICTOYHUKOB (POCCHICKHUE U 3apyOexkHbIe 0a3bl cTaTei, MoHOTrpaduii 1 0030poB).

3akiouenne. OCHOBHOI 3aa4ueii (JOPMHUPOBAHUS TEHETHYECKOTO NMPOQUIIS HACETICHHS SIBIACTCS YIydllISHHe KU3HH U 370POBbsI TPaXKIaH,
B 3TOH CBsI3M (OpMUpPOBaHKE MPUHIUINAIBHBIX MOJOKEHUH O LENIX M HOPSAAKE MPOBENCHUS TeHETHYECKON MaclOpTH3aIUU CIeIyeT Ipo-
BOAWTH B paMKaX 3aKOHOIATENHCTBA O 3[paBOOXPaHEHHMH. JIOCTHTHYTH JKeIaeMoro OajaHca MeXIy HacyIIHOH MOTPEOHOCTBIO aKTHBHOTO
HPOJBIKCHUS JOCTHKECHUI I€HETHYECKUX HCCIEI0BAaHUM, C OHOI CTOPOHBI, © HEOOXOIMMOCTBIO 0OECIICUeHHs PaB U CBOOO rpaXkaaH —
C JIpyroii, BO3MOXXHO MOCPEJCTBOM KECTKOTO LeJeNolaraHusl Mpolecca FreHeTHYEeCKOH MacOpTH3aluKM ¥ HEYKOCHUTEIBHOTO COOMIONCHHS
HPUHLUINA T0OPOBOILHOCTH €€ IPOBECHUS.
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MenunuHa 1 paBo

Andrey A. Inyushkin, Elena S. Kryukova

Genetic passportization of the population in the context
of the development of personalized medicine: legal aspect

Samara National Research University named after S.P. Korolev, Samara, 443086, Russian Federation

ABSTRACT

Introduction. The desire to switch to advanced medical techniques to carry out targeted prevention, diagnosis, and treatment, improve the
quality and effectiveness of medical care is largely focused on the formation of the genetic profile of the population. For the successful
development of the institute of genetic certification, phased and diversified work should be carried out, including preliminary organizational
and methodological measures. To date, to move in the legal field in a given direction, it is necessary to lay the foundations and structure of
rationing.

The purpose of the research. To develop a principled approach to the legal regulation of the process of genetic certification in Russia in the
context of the development of advanced medical technologies.

Materials and methods. The methodological basis of the research consists of both general and private scientific methods of cognition.
A systematic approach ensures the formation of a holistic picture of intersectoral interaction in the context of the problems analyzed in the work.
Results. The authors outlined the prospects for the development of genetic certification in the context of modernization of the healthcare
system, emphasized the role of the named institute for personalized medicine, identified and structured the main regulatory blocks that need to
be developed to effectively promote a new form of accounting and registration activities.

Research limitations. The article is based on current regulations in the field of healthcare and other branches of law and twenty seven scientific
sources available to the authors (Russian and foreign databases of articles, monographs, and reviews).

Conclusion. The main task of forming a genetic profile of the population is to improve the life and health of citizens, in this regard, the
formation of fundamental provisions on the goals and procedure for genetic certification should be carried out within the framework of health
legislation. To achieve the desired balance between the urgent need to actively promote the achievements of genetic research, on the one
hand, and the need to ensure the rights and freedoms of citizens, on the other, is possible through strict goal-setting of the process of genetic
certification and strict observance of the principle of voluntary conduct.
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BBenenue

Heo0xoquMocTh Co31aHus yCIOBHI ISl IPOBEICHUS T'e-
Hetndeckol macnoptusanuu (I'T) HacenmeHus ompeseneHa
VYkazom Ilpesunenta P®D, 3an0XMBIIUM OCHOBBI TOCYIap-
CTBEHHOHM THOJIUTUKH IO OOECIICUYCHUIO XUMUYECKOW U OHO-
norudeckoil GesonacHoctH'. O0O3HAUCHHAS! CTpaTerus CO3-
JaHus U 3aKpCIJICHUS FapaHTHﬁ, BBISIBJIICHHUA HaHpaBJ’IeHI/Iﬁ
JeITEIbHOCTH TOCYJapcTBa 0 CHHXXEHHIO PHCKOB HEraTHB-
HOTO BO3JECHUCTBUS XMMHUYECKUX U OMOIOTHYECKUX (HaKTOPOB
ABJISICTCA YaCTbIO CHUCTEMBI TOCYHAPCTBCHHOI'O YIHPABJICHUSA
B c(epe HaumoHanbHOH Oe3omacHocth Poccuiickoit ®ene-
pamyK M TECHO B3aMMOCBS3aHAa C MHBIMH CEKTOpaMH OXpa-
HBI JKM3HU ¥ 3I0POBbs TpaxkaaH. B mepeune mpemnaraemoro
KOHIIENIIMEH HMHCTPYMEHTapusl, MPHU3BaHHOIO OOECIeYnTh
(B uncne npounx 3ana4) BHeapenue uacrtutyta [Tl nacenenns,
KJIFOUEBasi POJIb OTBE/ICHA IIPABOBBIM cpecTBaM. besycioBHo,
AKKyMYJIMPOBaHHE F€HETHYECKON MH(OpMAIMU O TpaxIaHax
n 4€TKOe ompejeNieHne e€ MpaBOBOIO PEeXMMa B COBOKYITHO-
CTH C MHBIMH 3aIUIAaHUPOBAHHBIMU MEPONPHATHAMH yCHITUT

! Vka3 Ipesunenta PO ot 11.03.2019 Ne 97 «O6 OcHoBax rocy-
JapcTBeHHOH monutuku Poccuiickoit denepanuu B odmactu odecrede-
HUsI XUMHYECKOW M Ononorndyeckoil Ge3onacHocTH Ha mepuon jao 2025
roJa u JaipHeinryo nepcnektuBy». CoOpaHue 3akoHomarenbctBa PO.
18.03.2019. Ne 11. Cr. 1106.

MEXaHU3M TOCYJapCTBEHHOH 3allUThl OT NOUMEHOBaHHBIX
yrpos. Ilpu 3ToM peanusanys NOCTaBICHHBIX B yKa3aHHOM
JIOKyMeHTe 3aa4d B oTHouleHuH I'TI OmHOBpEMEHHO OKa)xeT
CYILIECTBEHHOE BIIMSHUE HA MOJCPHU3AIUIO CUCTEMBI 37]paBO-
OXPaHEHHS U BHECET BECOMBIN BKJIAJ] B YCIICIIHOE Pa3sBUTHE
[epCOHATN3UPOBAHHON MEAUIIMHBI, B OCHOBE KOTOPOH JIGKUT
y4€T TeHETHUECKUX M MHBIX MHIUBHIyaJbHBIX XapaKTepH-
CTHK PaXIaH.

Crnenmyer OTMETHTH, YTO IOJNyYEHHE M HCIIOIb30BAHHUE
CBE/ICHUH 0 TeHOME TpakJjaH He OTHOCHUTCA K YHUCITy BIIEpPBBIC
0003HAaYEHHBIX OPUEHTUPOB Pa3BUTHUS TOCYNaPCTBEHHBIX MH-
cTuTyTOB. Tak, cOOp 1 aHaIM3 TeHETHYECKUX JaHHBIX O IPak-
JTaHaX B MIPABOOXPAHUTENBHBIX LENAX YK€ OCYIICCTBISIOTCS
B pamkax @DenepanbHoro 3akoHa oT 03.12.2008 Ne 242-03
«O rocynapCTBeHHON F€HOMHOH perucrpanuu B Poccuiickoit
Oenepannm»?.  OnpenenéHnble 3aKOHOM TOCYIapCTBCHHbIC
YUPEKICHUS BBITOIHIIOT KOMIUIEKC OIepaluii B IIeJsX UIeH-
TU(QUKALMS JTMYHOCTH YeJoBeKa (IoirydeHue, yuért, oopadbot-
Ka, XpaHEHNE, YHUUTOKCHUE OMOJIOTMYECKOr0 MarepHaia H
reHoMHOW wuH(popMmanuu). MHCTHUTYT rocygapcTBEHHOU re-

2 ®enepanbHblii 3akoH 0T 03.12.2008 Ne 242-D3 (pen. 14.02.2024)
«O rocynapcTBeHHOI reHOMHOM peructpanuu B Poccuiickoit ®enepa-
uun». CobOpanue 3akoHozparenscTBa PD. 2008. Ne 49. Ct. 5740; 2024.
Ne 8. Cr. 1043.
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HOMHOM perucTtpanuu, OCHOBAaHHBIN Ha IMPUHIUIIC COYCTaHUA
JI0OPOBOJILHOCTH M 00s13aTEIIbHOCTH, CTaJl MPEIMETOM aKTHB-
HOTO JTOKTpUHANBHOTO oOCyxneHus [1]. OOs3arenpHas re-
HOMHAs PETUCTPAIsl HallpaBJIeHa Ha OXpaHy OOIIECTBEHHBIX
HMHTEPECOB U NPEyCMOTPEHA TOJIBKO B CTPOT0 ONIPEAeIEHHBIX
3aKOHOM ClIy4asx. B Hayke HEOJHOKPATHO OTMEYAIIUCH M1OJIO-
KHUTEIBHBIC PE3yAbTaThl BHEAPEHHOTO B C(hepe MpaBomopsiKa
MHHOBAI[IOHHOTO ITOJXO/a, TO3BOJIUBIIETO YCKOPUTH pac-
CJIe/IOBaHNE U ITOBBICUTH PacKpPHIBAEMOCTh NPECTYIICHUH B
Poccun [2].

Pa3BépHyTO€ wuCCiIENOBaHHE B paMKax TIE€HETHUYECKOIO
CKpHHHHI'Aa ITO3BOJIMT HE TOJIBKO I/I[leHTl/l(i)l/IIlI/lpOBaTb JIN4Y-
HOCTb, HO M BBISIBUTH PUCKH 3a00JIeBaHHMH, NATOJIOTHH, pe-
aK[IMU OpTaHU3Ma Ha JIEKapCTBa M (PAKTOPHI OKPYKAIOIICH
cpensl. CTpemyieHHE MEPEUTH K MEPeOBBIM MEIUIIMTHCKUM
METOJMKaM C IEJbI0 WHIMBHIYAIN3alMN NPOQIIAKTHKY,
MUATHOCTUKA W JICYCHHUS, HECOMHEHHO, COPHCHTHPOBAHO Ha
passutre [Tl 1 GopMuUpoBaHHE TEHETHUSCKOTO IPOQHIII Ha-
cesieHnst. B psje Hay4dHBIX paboT MoAYepKHYTa BaXKHOCTH 00-
Jiee IMUPOKOTO PACTIPOCTPAHECHHUS PE3YIBTaTOB ICHETHUCCKUAX
HCCIICIOBAaHUHN U TIOJITOTOBKH COOTBETCTBYIOMNX 0a3 JaHHBIX,
HaJIMYHUEC KOTOPBIX B COBOKYITHOCTHU C BI)ICOKOKBaJ'H/I(bI/IHI/IpO-
BaHHBIM ME/IMKO-TEHETHYECKUM KOHCYJIBTHPOBAaHUEM BECbMa
TTOJIE3HO Ha BCEX dTamax »XU3HW 4enoBeka [3—5]. OueHuBas
IIOTCHII A TreHEeTUYECKOM I/IH(i)OpMaI_H/II/I B MCIHUIIMHEC, MHO-
rHe UccieqoBaTeIl 0TMEUAloT, YTO UHIUBUAYAIbHBIE CXEMBI
JICUCHUS, KOPPEKIUS TMHTAHUS, TPOPOPHECHTAIINS U TPOYHe
BO3MO)KHOCTH TO3BONWIM OBl M30€XKaTh HETaTUBHBIX LIS
3[I0POBbsl YEJIOBEKa MOCIEACTBUMN, CIIOCOOCTBOBAIN OBI -
(exTuBHOI npoduIakTrke 3a001eBaHUN U YCKOPHIIH BBI3/I0-
poenenne OompHBIX [6—8]. B TO ke Bpemsi cobpaHHEIE TeHe-
TUYCCKUE TaHHBIC MPCACTABIAIOT HHTCPEC NJIA TPETHUX JIUII,
B TOM YHCJI€ KOMMEPYECKUX CTPYKTYp, UYTO CO3MAET yrpo3y
TUCKPUMHUHAIIAN U TTOPOKIACT IPOOIIEMBI HaBsI3bIBAHUS TOBA-
poB u yciuyr. B Teopun Ha 3TOT CY€T HEOTHOKPATHO oOpara-
JIOCh BHUMaHHUE Ha MOTPeOHOCTh MPUHATHS Oe30Tiarareib-
HBIX Mep 3alUThl TeHOMHON HH(popmMarmu [9—-12].

B cBere ckazaHHOI0 HEM30EKHO BCTAET AUIEMMA, C OJHON
CTOPOHBI, HEOOXOAUMOCTH B MHTEpecax TpakKAaH BHEIPSThH
W pa3BHBaTh HOBBIE TEXHOJIOTMH U aKKyMYJIUPOBAaTh JaHHBIC,
¢ Ipyroit — obecIieueHusl OXpaHbI IIpaB M CBOOO IpaXkIaH,
HEJIOMYIICHUST JUCKPUMHHALMN W HapyIIEeHUs MpPUHIIIA
KOH(HICHIUAIBLHOCTH. B Hayke TOYHO TTOIMEUYEHO, YTO «BO3-
MOXXHOCTh TIOTHOW pacmu(poBKHA TeHOMa YelIOBEeKa TpaHC-
(dbopMHpyeT camMO MOHATHE YAaCTHOHN XHU3HM JINIA, a 3HAYHT,
U MCXaHH3M €r0 3alllUuThbl (o6ecnequHe HEMIPHUKOCHOBCH-
HoctH)» [13]. B 3T0i1 cBsA3M, KaKk CHIpaBeAIMBO YTBEP)KOAET
A .B. Bacoga, rocygapcTBy HEOOXOIUMO OTPEACTHUTD IIPEIEITbI
BMEIIATEILCTBA B UACTHYIO KU3Hb POCCHICKUX rpakaaH [14].

ITockoneky Beayiueit nensto nposenenus I'TI rpaxnan, Ha
HaIl B3TJIS/L, BBICTYIIACT HEOOXOAUMOCTD YITYYIICHUS KU3HH
1 COXpAHEHHUS 3I0POBhS TPAXKAaH, 3aKOHOIATEIIECTBO, Perya-
MeHTHpytoiiee nporecc I'Tl, cnegyer pa3BuBaTh B MEAUIIUH-
ckoM pyciae. Ho maxe B TakoM cBeT€ BO3HHKAET MHOXKECTBO
STHYECKUX BOIIPOCOB, CBSI3AHHBIX C HEXEJAHHEM HEKOTOPBIX
rpakaaH nojiydarb MHGOPMALHMIO 1MoJo00HOr0 pona. B xone
HayYHBIX JWUCKYCCHH Ha 3TOT CYET MHOTHE HCCIEIO0BATEIH
aneIUTHPYIOT K OCHOBHBIM ITIpaBaM MAallMeHTa, BHICKa3aHHOW
UMH TOTPEOHOCTH OCTaBaThCs B HEBEIACHNH, HETOTOBHOCTHIO
03HAKOMHTBCSI C MOTEHIUAILHBIMA PHCKAMH M 3a00JIeBaHU-
SIMH, 9TO TPEINOJIaracT HEeJOMYCTHUMOCTh HaBS3BIBAHUS UM
BapHaHTOB PEIICHUS BO3HUKIIEH pobnemsr [15].

JlocTurHyTh kenaemMoro OajaHca BO3MOXXHO TOCpPEa-
cTBOoM JkécTkoro nenenonaranus [Tl M HEyKOCHUTENBEHBIM
coOIroieHueM TIpUHIUIA TOOPOBOIBHOCTH €€ MPOBEICHUS.

Medicine and law

Ha CGFO)IHSIHJHI/If/'I JCHBb, lITO6I:.I JOBUTAThCS B HpaBOBOM TI10J1Ce
B 3aJIaHHOM HAalpaBJICHUH, HEOOXOIUMO 3aJI0KUTh OCHOBBI U
CTPYKTypy HOPMHPOBaHUS.

Heap wmccienoBaHuss — BRIPaOOTaTh MPUHIATHAIBHBINA
MOAX0/ K TpaBoBOMY peryaupoBanuto npouecca ['Tl B Poccun
B YCIIOBUSIX Pa3BUTHUS IEPEAOBBIX MEAULIMHCKUX TEXHOJIOTHI.

MarepuaJibl 1 METOABI

J1st BBIMONHEHHS TOCTaBJIEHHBIX 3a/lad MpOBE/EHa IOo-
STaIHas U pa3HOOTpaciieBas paboTa, BKIFoUasi MpeaBapuTeIIh-
HBIC OpFaHI/I3aHI/IOHHHe U MECTOOAOJIOTUYCCKHUC Mepoan/meI.

JleranbHYI0 OCHOBY HM3YYCHHsS YKa3aHHBIX HpPOOIEeM Co-
CTaBIJIM KaK MEXIYHApOTHBIC, TaK M POCCHICKHE HOpMa-
TUBHBIC TPAaBOBBIE MCTOYHHUKH. JIOKTpHHATBHOM 0a3zoil s
HAMKUCAHUs JAaHHON PabOThl MOCIYXHIH TPYIAbl YYEHBIX IO
mpo0bJeMaM TPaBOBOTO PETYIMPOBAHUS TCHETHYCCKUX HC-
CIIeZIOBaHMH, OMOATHKH, IH(PPOBHU3ANUN 3APABOOXPAHCHHS.
B mporiecce ucciaeqoBaHus ObLTH KCIIOIB30BaHbI Kak 00IIe-
Hay4Hble, TaK U YaCTHO-HAy4YHbIE METO/Ibl TO3HAaHUA. Vconb-
30BaHME AHAJCKTUICCKOTO METoJa IO3HAHUS BBIPA3HIOCH
B PacCCMOTPEHHUH BCEX SIBJICHHHA (PaKTUIECKOTO W IPABOBOTO
nopﬂm(a B JUHAMHKEC W B3aMMOBJIUSIHHH, CPICTeMHI:Iﬂ METOA
TTO3BOJIIUI BEIPA0OTATh KOHIICTITYAIEHYIO OCHOBY ITIOCTPOCHHS
3aKOHOJATENbCTBa, conpoBoxkaatomero npouecc ['TI. IIpo-
Bel€HHOE B pabOTE COMOCTABICHUE M COINIACOBAaHHE HOpPMa-
TUBHBIX OJIOKOB Pa3IMYHON MPAaBOBOW MPHPOABI Oa3HpyeTcs
Ha MEKOTPACIeBOM METOJIE, YTO B KOMIUIEKCE C CHCTEMHBIM
METOZIOM J1aJl0 BO3MOXKHOCTHh C(HOPMYIHUpOBaTH MPUHITUIIH-
aJbHBIC TIOAXO/BI K (POPMUPOBAHUIO 3aKOHOAATEILCTB B pac-
cMarpuBaeMoi cdepe W BHECTH KOHKPETHBIC MPEIIOKCHHUS
TI0 €T0 JTATbHEHIIIeMY COBEPIIEHCTBOBAHHIO

Pesyabrartnl

ITokazaHo, yTO B OCHOBE (hOPMHPOBAHUS W CTPYKTYpPH-
pOBaHHUsI HOPMATHBHOM 0a3bl JOJDKHA JIeKaTh BEAYyILas Lelb
I'TT — pa3BuTHE NepenoBEIX HANPABICHUH MEIUIMHBI, CHO-
COOCTBYIOIINX MOBEIMICHHUIO (P PEKTHBHOCTH MPOPIITAKTHKH,
JVarHOCTUKH U JIeUeHUs HaceneHus. Takoi moaxon 6asupy-
€Tcsl B TOM YHCIIE Ha MEJUIIMHCKON PUPOJIEe CaMOi IreHeTHYe-
ckoil mHdopmaruu. OOyCIOBIEHHOCTh IOCTABICHHBIMU 3a-
JadaMy TPEIIIoNaracT BKIIOYEHUE COOTBETCTBYIOLIMX HOPM
B 3aKOHOJATEIIbHBI MAaCCUB O 3[[PaBOOXPAHEHHH, YYUTHIBAS,
YTO JJIs1 IPAaBOOXPAHUTEIBHBIX IieJel yxe (YHKIMOHHUPYET
chopmupoBaHHas HOpMAaTHUBHAs 0a3a 0 TEHOMHOH perucTpa-
un. B 3To# CcBsI3M mpu pa3paboTKe OTPACIEeBBIX HOPMATHB-
HBIX aKTOB I€JIECO00pa3HO ONpeNesuTh COOCTBEHHYIO CH-
CTEMY OpraHOB, OOECIEUMBAIONINX Ha3BaHHBIE HPOLECCHI,
¥ OTPa3uTh B HUX CHEHU(HUKY WH(POPMAIIOHHOTO COIPOBO-
KIACHUA. HonaraeM, JOITYCTUMO HECKOJIbKO BapHaHTOB HOP-
MHPOBaHHUS: B (hopMare caMOCTOSITENILHOTO aKTa, OIHparoiie-
rocst Ha 6a30BbIE MOJOXKEHHM OCHOBHOTO OTPAcIEBOTO 3aKOHA
B cepe 3MpaBOOXpaHCHHS’, BKIFOUCHHE OTACIBHOTO KPYITHO-
ro OJI0Ka B COCTaB MOCIIETHET0, COMPOBOXKIAFOIIEECS] CO3/IaHHU-
€M JeTaM3UpYIoNIeH ero Mo3aKOHHOW HOPMAaTHBHOM Oa3bl.

K uncny cTpyKTypHBIX 3JIEMEHTOB, HYKIAIOLIUXCS B 005~
3aTeJIbHOW perylaMEeHTAaluM, HAJJIeKUT OTHECTH OHSITUIHBIN
ammapar (Ipekae BCEro, KaTeropuio «reHETHYECKHH Ia-
copt»). TpebyeT ommcaHus COImEpKAaTEIbHOE HAIOTHEHHE
(cocraBHble yacTh) U (popma rereruueckoro macropra. Cie-
JyeT O4EPTUTH KPYT CyOBEKTOB, NMEIOLINX JTOCTYM K HHpOp-
MaIMOHHBIM pecypcaM U 3aMMCTBYIOLINX JAHHBIE CBEICHUS

3 MenepanbHblii 3akoH oT 21.11.2011 Ne 323-03 (pem. 25.12.2023)
«O0 ocHOBax OXpaHbI 310pOBbs TpaxaaH B Poccuiickoit @enepannmy.
Cobpanue 3akonomarenbcta PD. 2011. Ne 48. Ct. 6724; 2024. Ne 1
(gacts 1). Ct. 59.
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MenunuHa 1 paBo

B CBOMX HUCCJICIOBAHUAX, COMTIOCTABUTH PCKUM TeHETUYECKOM
uH(pOpMaIUH C MpaBUIIaMH O BpaueOHOH TaliHe.

[enecoobpa3zHo MpHHATH 3a 00pa3elr apXUTEKTOHUKY 3a-
KOHa O rOCydapCTBEHHOW I'€HOMHOM perucrpanuu, BKIIOYa-
IOIIYIO MPUHIUIIUAJIBHBIC ITOJIOKCHHA, CTAaTyC YYaCTHHKOB,
BHUJBI, MOPSAAOK IPOBEACHUS, UCIOIb30BAHUS, XPAHEHUS U
YHUYTOKEHHS MTOTY9IEHHBIX JAHHBIX, COIEPIKAIIETO allTOPUTM
KOHTpPOJIA 3a IpolieccoM UX oOpareHus. Bmecre ¢ Tem, nc-
TOJIb3YSI CXOXHMH KOHCTPYKT, HEOOXOJMMO YUYHMTBIBATh CIEL-
NUKY METUIIMHCKON NIESITENBHOCTH M Pa3BUBAIOLIUECS TIep-
COHAJIM3MPOBaHHBIE TTOIXOABI IIPH €€ OCYINECTBICHUH.

B OCHOBY CO3JaHU TCHETUYCCKHUX IIaCIIOPTOB M IIOJIYy-
YeHUs] HeOOXOMMMBIX OMOMarepuasoB M JaHHBIX, OE3yCIIOB-
HO, JIOJKEH OBITh MOJIOXKEH MPUHIUI COTNIACHs IPaskAaHMHA.
Takoit noxxox obecreunT coONoneHnEe TPAXKAAHCKHUX TIPaB U
CBO0OOI, TapaHTHPYET yBa)KEHHE aBTOHOMHH JIMYHOCTH (KITIO-
YEeBOTO NPHHIMNA OHOATHKH). BO3MOXXHOCTH CaMOCTOSTEINb-
HOTO BBIOOpa BIIOJIHE KOPPENHpPYeT ¢ MpaBOM MalleHTa Ha
OTKa3 OT MEIUIIMHCKOTO BMEIIATENIbCTRA.

[Tpn HOpMUpOBaHMH HpoLIecca CO3aaHus M PyHKIIMOHUPO-
BaHMA UHTETPUPYIONMEH HHYOPMAIIIOHHONW CHCTEMBI CIIEAYET
00€eCIIeUNTh CIaXXEHHOCTD CIIEIHaIbHBIX HOPM C OOIIMMH T10-
JIOKEHUSIMH MH(POPMALMOHHOTO 3aKOHOAATEIbCTBA, yCTaHAB-
JIMBAIOIIETO PABOBOM PEKUM IEPCOHATBHBIX JAHHBIX.

Oobcy:xneHue

OObpamasch K NPaKTHYECKUM OCHOBaHUAM (OPMHPOBa-
HHS TeHETHYECKOTO MpoQuIIs HaceJIeHHs, 3aMeTUM, Y4TO cama
uyies epcoHaM3aluy He HOBa W Bcernia ObLia CBOWCTBEHHA
MEIUIIMHCKOW JesTeIbHOCTH. Bpaum, He mMmes IOCTYITHOM
TEHETUYECKON 0a3bl, OPHEHTHPOBAIINCH Ha WHBIE WHIUBHIY-
aNbHbIE XapaKTePUCTHKU MalMeHTa U OTCISKUBaIH 3P ek-
THUBHOCTB CXEM JICYCHUSI, ONMPAsCh Ha KIMHUYECKUE U J1a0o0-
paTopHbIE KPUTEPHH.

B snoxy pa3BuTHs OMOTEXHOJIOTHI MHOTHE CIICIIHATIHCThI
HaCcTauBalOT Ha HEOOXOAWMOCTH NPUMEHEHHUS! aKKyMYJIHpPO-
BaHHBIX FTeHETHYECKHX JaHHBIX ITALMEHTOB, OTMeYast [IepCIIeK-
THUBBI UX HCIIOJIb30BAaHUSA OTHOCHTEIBHO OHKOJIOTHYECKHX,
Cep/ICUHO-COCYAMUCTHIX, HEBPOJOIMYECKUX, HH(PEKIIMOHHBIX
U Ipyrux 3aboseBaHuil. PacnpocTpaHeHne «OCHOBaHHOTO
Ha TEHOMHUKE ITIPEJCKa3aTEeIbHOTO TOIX0/a MO3BOJSIET Mpes-
yIpeauTh pa3BUTHE O00Je3HU (B OTIMYME OT JUArHOCTUKHU
yKe pa3BEPHYTON MATOJIIOTHH), YTO CIOCOOCTBYET CHIKEHUIO
3200JIeBAEMOCTH, WHBAJIMIHOCTH, CMEPTHOCTH OT MYJBTH-
(axkropranbHBIX 3a0oneBaHui» [16]. Mcnonb3oBanue cBe-
JeHUil 0 reHOMe OyleT CrocoOCTBOBaTh Pa3BUTHIO HaIlpaB-
JICHUsI TIEPCOHANN3NUPOBAHHON Teparnmu Oomu. B wacTHOCTH,
B Hayke 000CHOBaHa HACyIIHAs MOTPEOHOCTH B MPOBEICHIH
(hapMaKOreHeTHYECKOr0 TECTHPOBAHUSI U TOYEYHOTo 10100-
pa Tepanuu Uil HOBBIIMICHHUS Ka4ecTBa XM3HW NAallMEHTOB C
xpoHHYeckoil 6ombto [17]. Ha ocHOBe coOpaHHBIX NaHHBIX,
0€3yCI0BHO, PAaCIIUPAT CBOW IOTEHIMAJ BCIIOMOTATEIIbHbIC
PENpOyKTUBHBIE TEXHOJIOTUH. [ €HETHUECKMH CKPUHUHT I10-
3BOJISICT BBISIBUTH BEPOSTHOCTh HApyILICHHH C IETbI0 Hpes-
YIPEXAEHHUS W MPEAOTBPAIICHHUS BO3MOXKHBIX OCIIOKHEHHH,
OLIEHKH WX BJIMSHHS Ha XXHM3Hb U 310poBbe. Kak cnencraue,
pe3yabTaThl HO3BOJISIOT MPHUHATh MH(OOPMHUPOBAHHOE pelle-
HHE OTHOCHTEIBHO PENPOLYKTHBHOTO ITIOBEICHUS M 00paza
)ku3HH. HeoreHnMa poiib TeHETHUYSCKON HH(POPMAITUK B pa3-
BUTHH MEIUITMHCKOU peabumurtanui [ 18]. Ha Gonee BrIcOKMIA
ypOBeHb, Onarofapst y4éTy TeHETHUECKIX XapaKTEepUCTHK T1a-
LHEHTA, CIOCOOHBI BHINTH CIIOPTUBHAS U MPOPIIAKTHIECKAs!
MenuuuHa. lIpuMeHeHne WHAWBUIYalIbHBIX TCHETHYECKUX
JAHHBIX CTaHET Ha4YaJOM MOAEPHU3AIMU KOHLENLHUH Mepco-

HaAJIM3UPOBAHHOTO IMUTAHUA IJIA l'IpO(l)I/IJ'[aKTI/IKI/I U JICYCHHUA
Merabonuueckux 3aboneBanuii. [Tomumo 3Toro, reHermue-
CKO€ TECTHPOBAaHHWE M TOATANHBIA COOp COOTBETCTBYIOILCH
nH(pOpMAIMK O TpakAaHaX IMOMOTAET ONPEJCIUTh TPYIIIIBI
Jofiel, Hy)KIaroummxcsi B 6oiee 4acToM MEIUIIMHCKOM Ha-
ONrofeHNM M CHenualbHOM JiedeHUH. TakuM o0pa3om, IieH-
HOCTb (POPMHPOBAHHSA TE€HETUYECKOTO MPOMWIS HaceICHUsS
OoucBHaAHA AJIA OOIBIINHCTBA HaHpaBJ’IeHI/Iﬁ U 3TaIllOB MEOU-
LUHCKOH JeSTeIbHOCTH.

HHTEpEecHO OTMETHTB, YTO aBTOPHI, HCCIIEIYIOIINE BOTIPO-
CBl COXpaHEHMs IeHO(OHJa KOPCHHBIX MAaJOYHCICHHBIX Ha-
ponoB Poccuu, npennasnHauenue I'1l B ux oTHOIIEHUN BUAAT
HE TOJILKO B PEKOHCTPYKIIMU TeHETHIECKONH HCTOPUH HapO/IOB
Halel CTpaHbl ¥ BBIIBICHUN MECTa IIPOUCXOXKICHHUS JTFOACH,
HO M B IOMCKEC I'CHOB, BJIIMAIOIIUX HA PA3BUTHUE YaCTO BCTPEC-
qaromumxcs 0ose3Hel y npeacTaBuTeNneil pa3HbIX HOMYJIINH,
MOAYEPKHUBAsE TEM CaMbIM Ba)KHOCTH NPHKIIAJIHON MEIWIMH-
ckoif 3amaun [19].

Beenenue I'Tl conpsikeHO C pAIOM NPAKTUYECKHUX MPO-
OneM: pacIIMpeHHEeM CETH CIICLMaIN3UPOBAHHBIX T'€HEeTHYe-
CKHUX IIEHTPOB, CO3JaHNEM YCJIOBHH [UIS BKJIIOUCHHUS B PabOTy
HWHTCJUICKTYaJIbHbBIX CUCTEM, HOpa6OTKOI>i ClicraJIbHbIX IIpa-
BWJI XpaHEHUsI U TPAHCIIOPTHPOBKY OMOJIOrNMYecKnX 00pas31oB
U CONpOBOXIaromell nx mHpopmaruu. TpeOyloT BHUMaHUS
H BOIIPOCHI (bl/IHaHCI/IpOBaHI/ISI OpraHu3aliui U TPOBCACHUA
TECTOB, NMPHUHMMAsi BO BHUMaHHS HMX BBICOKYIO CTOMMOCTB.
BwMmecte ¢ TeM, moapasymeBas CTPEMHTENILHYIO MOIECPHU3A-
LU0 OTPACIM U YCKOPEHHOE Pa3BUTHE TEXHOJIOTHH, BIIOJIHE
0XKHJIaeMO CYIIECTBEHHOE CHIDKCHME IIeH Ha TaKOTo poja yc-
ayru. Kpome Toro, BasKHO y4ecTh, UTO HOBBIIIEHHE KauecTBa
W OTIEPaTUBHOCTH MEIUIIMHCKOTO OOCITYKMBaHHUSA 3a CUET Ia-
IMUEHTOOPHUECHTUPOBAHHBIX METOOB ITO3BOJIMT COKpPAaTHUTh pac-
XOZIbl Ha MEJULIMHCKYIO roMolib. HyXaercst B 0CMbICTICHUH
M KaJ|poBasi COCTABJISAIONIAS TPOBOAUMBIX MeponpusaTHid. Tak,
JIOJKHBI OBITH OOHOBJIEHBI IIPOTPAMMBI IOATOTOBKH COOTBET-
CTBYIOLIHMX CIENHAINCTOB, Pa3padOTaHbl U BKIIIOUEHHI B 00-
pasoBaresbHbIC IPOLECChHI JOTOIHUTEIBHBIE KypChl U (POpMBI
MOBBIIICHUS KBaMM(UKAIMU B 33laHHOM HarpasieHuH. LleH-
HBIM BUAWTCA U NApaUICIbHOC PA3BUTHUE CUCTEMBI 6I/IO6aH-
KHHra, OIaronpusTCTBYIOIIEH Mporpeccy reHeTHYeCKuX HC-
cienoBaHuid. Pazymeercst, perieHne oCTaBICHHBIX BOIIPOCOB
JISKUT HE TOJIBKO B MPABOBOM TIOCKOCTH, OHO TpedyeT 00b-
€AMHEHHOTO MOAX0/a U BCECTOPOHHUX ycunuil. BHenpenue
MaclITaOHBIX MPOEKTOB BCEIa PacCYMTaHO HA CyMMapHBIH
pe3ymbTar.

B npaBoBOM pakypce K YUCIly Y3JI0BBIX MOMEHTOB, HYX-
JIAFOIIMXCSl B pEerIaMEHTaIlH, OTHOCSATCS OINpEleIeHUE Io-
HATHHHOTO ammapara, 0003HadeHHE CYOBEKTHOTO COCTaBa,
pa3paboTKa MPUHITUIIOB U alTOPUTMA ITOTyYeHHs JaHHBIX, 3a-
KperieHue Gopmarta cOopa HHPOPMAIUK, KOHCTPYHPOBAHHE
Hopsiika OOpaleHus] JaHHbBIX, IOCTPOEHHUE IMpolecca MHTe-
TpaIiii CBEJCHUN B IIU(PPOBOM IMPOCTPAaHCTBE, (popMUpOBa-
HHE MEXaHU3MOB HH(POPMALMOHHOI 0E30I1aCHOCTH.

Jliist Hayalia cieayeTr BBISIBUTH MECTO YKa3aHHBIX HPaBHII
B CHCTEME IPAaBOBOI0 pEryaupoBaHus. B 3ToM CBsA3M BCTAET
po6ieMa COOTHOIIICHNUS TeHEeTHUECKOM aCIIOPTH3ALINH C YKe
OCYIIECTBIIEMON Ha OCHOBAaHUH OTAEIBHOTO 3aKoHa (hopMoii
PETHCTPAIIOHHO-YYETHON ESTENbHOCTH — TOCYAAapCTBEH-
HOW TeHOMHOI1 peructpanueil. ConuaapHbl ¢ aBTOpaMH, yKa-
3bIBAIOLIMMU Ha pa3jiniuAa B LEJIAX U 3a/la4aX UX IPOBCIACHUA:
«TIOCTIETHSISI COCPEIOTOUEHA TNIaBHBIM 00pa3oM Ha BOIPOCax
JHK-uneaTndukanymm B KPUMHAHAIACTHYCCKAX W KPHUMHU-
HOJIOTMYECKUX IIeJIAX, a TeHeTHYecKas MaclopTH3alus pac-
cMaTpuBaeTcst B OOJbIIeH Mepe KaK MHCTPYMEHT Pa3BHUTHS
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MepCOHATM3UPOBAHHON MEIUIIMHBI U TTEPECEKAIOIIUXCS C HeH
cthep» [20]. PasmexeBanue 1ieleil, B CBOIO 04Yepelib, IPEIIO-
JlaraeT pasNudus B CyOBEKTHOM COCTaBE BOZHHKAIOMIAX OT-
HOIICHWH, B TOM YHCJIE B CHCTEME OPraHoB, (pOpMHUPYIOIINX
MH(OPMALMOHHBIE PECYPCHl, U OCHOBaHUSX (OTCYTCTBHHU Ta-
KOBBIX) JIJIs 00513aTeILHOTO TIPOBEICHNS YUETHBIX JICHCTBHMA.

KacarenpHO BONPOCOB TEPMHHOJOTHH B JOKTPHHE BBI-
CKa3aHO MHCHHEC, 4YTO reHEeTHYECKUI nacnopT MnmpeacTaBIsACT
c000¥1 reHeTHIEeCcKyI0 HH(POPMAIIHIO O KOHKPETHOM YEJIOBEKE,
XpaHAIIYIOCS B COOTBETCTBYMOmIeH Oase [21]. B pamkax 00-
CYXJIEHUS] aBTOHOMHOCTH 1 TIPaBOBOW IPUPOBI OUEPICHHOTO
NOHATHS (KaK CaMOCTOSTENBHOTO JIOKyMEHTa JIN00 Kak pas-
Jiena MeTMIIMHCKONW KapThl MalMeHTa) OAHU HCCIIeOBaTeNIN
MOAYEPKHUBAIOT, YTO TOXOOHOTO pola JOKYMEHT COINCPKHT
JIMIIb YaCTh MEJMLIUHCKON HHPOPMALIUH, TI03TOMY OH OJIHM30K
K MEIMIUHCKOH KapTe, HO HE TOXIECTBEHEH eH, 0COOCHHO
MpUHUMAsT BO BHIUMaHHE HEPEMIEHHOCTh BOIPOCA O €ro CO-
Jep)KaHUW W CTpyKType [22]. Jlpyrue HacTauBaroT Ha Tep-
MHUHE «TCHETHYecKasi KapTay», 4To, 0 UX MHEHHIO, «TOYHEe
OTpaKkaeT CyTh SBJICHUS U HE BBI3BIBACT CMCIICHUS C HHBIMH
MpaBOBBIMU TOHATHAMEY» [23]. OTHOCHTENBHO (opMaTa ero
CO3/1aHus, HUCIOJIB30BaAHUA U XPaHCHUA 6OJ'HJIHI/IHCTBO aBTO-
POB CKJIOHSIIOTCSL B TIOJIb3Y MOJIENIH JIEKTPOHHOTO JTOKYMEH-
Ta ¢ komoM mocryma [21, 22]. [IpeanonaraeM, HaHMEeHOBaHHE
«TEHETUYECKHUil MacropT» He BBI30BET HOPMATHBHOTO HEIPH-
STUSI B KOHTEKCTE IPUHLUIA TOOPOBOJIBHOCTH €ro BBEICHUS
1 MICTIONTb30BAHUS Ha OJIaro 370POBBSI.

B acmexre BO3MOXXHOTO BHIOBOTO MHOrooOpasus ma-
CIIOPTOB — /17151 O€PEMEHHBIX JKEHIIINH, CIOPTCMEHOB, Npe-
CTaBUTEJNEH OTAEIbHBIX Mpodeccuii, CBA3aHHBIX C PUCKOM
IUISL 30POBBS, HAHOOJEe CIOKHBIM BOIPOCOM BEICTYIACT
Bo3pacTHas quddepennnanys. Bo3pact, mo3BoNSIOMINI BbI-
PasuTh CBOIO BOJIIO Ha MEIUIMHCKOE BMEIIATENbCTBO, YCTa-
HOBJICH YIIOMSIHYTBIM paHEEe OTPAcIeBEIM 0a30BBIM 3aKOHOM.
Bwmecte ¢ TeM c60p reHeTHYECKUX JaHHBIX BO3MOXKCEH C POXK-
JICHHUS ¥ Jae 10 poXkIeHHs peOEHKa, Kak 1Mo cOOCTBEHHON
WHHUIHAATHBE MaTepH, TaK W NMPH HAJIMYNU K TOMY MEIUIINH-
CKMX Tokazanuii. B stoit cBsa3m, ¢ mo3unmu I.b. Pomanos-
CKOTO, «IOPOJIOBOE TEHETHYECKOE TECTHPOBAaHHE CO3/1aET
YIPO3bI U TeX TPakAaH, Ubs OMOJIOTHYECKasi COCTaBIISIO-
mas OyIeT pacKphiTa 10 UX ITOSBICHHUS Ha CBET, a 3HAYHT,
BHE WX Bosien3bsiBaeHus» [ 13]. B Hamem monumannu ['T1 go-
IyCTUMa IPUMEHUTEIBHO KO BCEM BO3PACTHBIM I'pyIIIiaM Ha-
CeJICHMsI, BKJIFOUasi HECOBEPIICHHONIETHUX, C MMPUMCHCHHEM
B ITOCJIETHEM CITydae HHCTHTYTa 3aKOHHOTO MPEICTaBUTENb-
CTBAa, HO C TIOCTIEAYIONIeH BOZMOXKHOCTBIO U3BATHS (OT3hIBA)
nHpOPMaIMK Ha OCHOBAHWU BOJICU3BSIBICHHS JIOCTHTIIETO
COBEPIICHHONETHS TPaKTAHUHA.

B nporecce pa3paboTku MEXaHH3MOB OXpaHbI IPaB rPax-
JaH U (OPMHUPOBAHMS HOPMATHBHOM 0a3bl, 3aKperusioniei
YCIIOBHSI M TIOPS/IOK MCIIONB30BAHUS TEHETHYCCKUX TaHHBIX,
CIeIyeT yIenuTh 0co0oe BHHMaHME NpoOieMe HEIOIyIe-
HUA AUCKPUMUHAIOWU TpaXAaH IO T'CHCTUYCCKUM XapaKTe-
puctukaM. Kak oTMeyanock paHee, IOMUMO SIBHOW ITOJIb3BI
IUTSL pa3BUTHS TEPCOHANM3UPOBAHHON MEIUIIMHEI, oOparie-
HHUE FEeHETUYECKUX CBEJCHUIT HECET B ce0e PUCKU PACKPBITHS
nH(pOpPMaLMK TPETHUM JIHLAM, UMEIOIINM COOCTBEHHYIO 3a-
HHTEPECOBAaHHOCTh B €€ MOIYYCHUH (CTPaxOBBIC OpraHM3a-
UM, KpeAUTHBIE YUpexKIeHus, paboTomaTenu u 1p.). B ceere
CKa3aHHOTO OCTPO BCTAET BOIPOC O TAPAHTHAX COOJIOICHUS
NpUHOMNAa KOH(GHUICHINAIBHOCTH TeHETHYeCKOH HH(pOopMa-
ouu U pazpaboTke Mmep ero obecmeueHus. CiemoBaTenbHO,
Cpean TEPBOCTCIICHHBLIX 3ada4 HOPMHPOBAHUA — yE€TKOE
o0o3HaueHne CyObEKTOB U 3aKpeIyIeHue OCHOBAaHUI 10CTyIa

Medicine and law

K MH(GOPMAIMOHHBIM pecypcaMm. B MpOTUBHOM ciydae Belu-
KU PUCKH OTPaHWYEHHUS TIPaB rpaXkJjaH B pa3InuHbIX CEKTOPax
OOIIECTBEHHOH XM3HU. B yacTHOCTH, BOSHUKHOBEHHUE W TIpe-
KpalleHHEe TPYJOBBIX OTHOIICHUH MOXET ObITh 00YCIIOBICHO
MOJYYCHHBIMU HEO0OPOCOBECTHBIM PabOTONATEICM I'CHETH-
YeCKHMH CBEIEHHSMH O paboTHHKe. B To e Bpems 3armpoc
Takoro poza wHpopManuu B cepe 3aHATOCTH MOXKET OBITH
BbI3BaH CTPEMJICHHMEM OpraHU3allid OCYHIECTBUTh NPODU-
JaKTUYECKUE MEpPOINPHATHS Ul HpenoTBpalieHus npodec-
CHOHAJIBHBIX 3a00JIeBaHUH, HEOOXOIMMOCTBIO KOHTPOIS 3a
COCTOSTHHUEM 37I0POBBSI PAOOTHHKA, MOTPEOHOCTHIO CO3/IaHUS
HaJUIeKalux yciuoBuil Tpyna u T. n. Cuuraem, 4To Ciyyau
MIPEAOCTABICHHUS OTPAaHWYCHHBIX TaKMMH LENSIMH JTaHHBIX
TPETHHUM JIMLIAM BIIOJIHE IOITYCTHUMBI 7SI BBITIOJIIHEHUS CO CTO-
POHBI MOCJIEAHNUX COOTBETCTBYIONINX 0053aTENbCTB U Pealu-
3aIH HEOOXOIMMBIX C TOUKH 3PEHHUS 3aKOHA MEp TOIEPKKU
rpaxxaaH. Takum 00pa3om, perieHre npooIeMbl COXPaHHOCTH
reHeTuecko uHpopMaruu TpeOyeT 3aKperuieHUs: CTPOro
OTIpeIeIEHHOT0 NMopsAKa €€ PacKpBITHs, 00YCIOBIEHHOIO OT-
YETIMBBIMY TIETSIMU, C OOS3aTENIbHBIM yKa3aHHEM KOHKpPET-
HBIX NOJTy4yaTesel HH(OPMAIIMOHHOTO MaTepraia U uxX (QyHK-
I[IOHAJIA.

Omnpenensst CyObEKTOB, aKKyMYJIUPYIOLIIMX TeHETHUECKHUE
CBENICHUS 1 00SCIICUNBAIOIINX MIPOIECC X OOpaIIeHus, IPH-
COe/IMHsIeMCsl K aBTOpaM, 00OCHOBBIBAIOIIUM BO3MOXKHOCTD
UX HaJJIe)Kallel 3allUThl U CO3JaHus yCJIOBUI HHpOpManu-
OHHOHM 0€30MacHOCTH HCKIIIOUUTENHFHO Ha TOCYIapCTBEHHOM
ypoBHe [24]. Jnsg pemieHUs CTPaTermyecKd IMOCTaBICHHOM
3a/laydl 110 CHUCTEeMaTH3alliy, JalbHeHIIeMy HCIIOJIb30BaHUIO
1 OXpaHE COOTBETCTBYIOIIMX JAHHBIX BIIOJHE MPHEMIIEMO,
Ha Hall B3NS, CO3aHME M PACIIMPEHUE CETH CIICIHald-
3UpOBaHHBIX OpraHusauuil. Bmecre ¢ teM, cienyer OopueH-
THUPOBATHCSl Ha MYOIMYHYIO NPUHAJIEKHOCTh CO31aBAEMBIX
IOPUIMYECKHX JIMI] C IENBI0 BO3MOKHOCTH 00€CIIeYeHNS Hal-
JIEKAIIETO KOHTPOIIS 32 MX JIESITENbHOCTBIO.

Hannumne reHeTHUECKHX MaclopTOB Mpennonaraer (pyHK-
LMOHUPOBaHNE equHON MH(popMaroHHoi 0a3bl. [TogoOHBIE
peecTphl, KOHIEHTPHPYIOIIHUE TEHETHYECKHE CBEACHHUS O
rpakaaHax, MIMPOKO PaclpOCTPAaHEHbl H aKTUBHO HCIIONIb3Y-
IOTCSI TIPABOOXPAHUTENEHBIMHI OpPraHaMH BO MHOTHX CTpaHax
€BpOIEHCKOr0 1 aMEPUKAaHCKOTO KOHTHHEHTOB, B YaCTHOCTH,
B BenukoOpuranuu, I'epmanuun, Wramum, ®@pannuu, CIHIA
c(OpMHUpPOBaHbl OOLIMPHbIE KPUMUHAJIMCTHYECKHE Oasbl
nmaHHbIX [25]. [ToMuMo 3TOTO, YacTh MPOEKTOB pa3padoTaHa
B paMKax CHCTEMBbI 3paBooxXpaHeHUs. Tak, MUHHCTEPCTBO
30paBOOXpaHEHHs] M COIMANBHOrO obecreueHus Bennko-
OpUTaHUK TOATOTOBHJIIO W NPO(GHUHAHCHUPOBAIO IPOrpaMMy
«100 000 reHOMOBY» IO CO3IaHMIO 0a3bl JAHHBIX ITAIMEHTOB
(1 4eHOB MX ceMeil) ¢ OHKOJIOTHYECKHUMH HIIM PEIKUMH 3a-
OoNIeBaHUSIMH B LEISIX HMX BCECTOPOHHETO HCCIIEIOBAHUS
[26]. B dy6ae mox pyKoBOACTBOM YIpaBICHHUS 3APaBOOXpa-
HEHUS NIPEACTABICHA CXOXasi CTpaTermdecKas WHUINATUBA
noj Ha3BaHUeM «[€HOM 4eloBeKa», COPUEHTUPOBAaHHAs Ha
cOOp TeHeTHYEeCKOM MH(pOpPMaWH Al HAy9HBIX HCCIIe0Ba-
HUW W IOPOJABM)KEHUS HOBBIX HAIlpaBIIEHUH MenuLvHbL. BHe-
JIpEeHHUE MPOEKTa MOJIOKIIO HAadallo MPOBEIEHUIO0 MacCOBOTO
TEHETHYECKOr0 CKPUHHMHIA MO/l KOHTPOJIEM SKCIIEPTHOTO KO-
MHUTETa 1O BompocaMm reHeTuku [27]. B Wcmangmm, Hampo-
THB, CO3JaHHE YHUBEPCAIbHOW 0a3bl NaHHBIX O HACECICHUHU
(reHeTnyeckass ¥ WHas MeOUIMHCKas WHQpOpManus) pele-
HHEM TapjaMeHTa joBepeHo dacTHoW kimHHKe «deCODE
geneticsy, BBIUTPABIIEH KOHKYPC Ha HCIIONHEHHE TaKOTO
npoekra. BMecTe ¢ TeM Bce HMcclieoBaHUs TPOBOJSTCS MPH
0700pEeHUH HAIIMOHAJILHOTO KOMHUTETA 110 9TUKE PH HATMYUH
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MenunuHa 1 paBo

JOOPOBOJIBHOTO COIIACHS TPaXK/IaH — YYaCTHUKOB MPOTrpaM-
™Mbl [23]. B Poccun ananoruynas paboTa Ben€Tcs 0 HECKOJIb-
KHM HaIpaBJIeHUSIM, B TOM YHCIIE B CMEXHBIX cdepax (Ouo-
METPHUECKHE TEPCOHANbHBIE JaHHBIC, HallMOHalbHas Oaza
TeHETUYeCKON MH(OPMAIMU Pa3IMYHBIX OUOJIOTUYECKUX 00b-
eKkToB). [lepcoHanM3upoBaHHasi MEAUIMHA, B CBOIO OYepe/b,
Hy)KIaeTcsi B aKTMBHOM OOMeHe HWH(popManuedl W aHammse
60ubII0r0 00bEMA JAHHBIX OCPEACTBOM MHTEIUIEKTYaIbHBIX
CHCTEM, YTO BO3MOXKHO TOJIBKO ITPY HAJIMYMU MX MACIITaOHO-
TO 00BETMHEHHS U CTPYKTYPHPOBAHUS, YCTAHOBJICHHS CHCTEM
HH()OPMALMOHHOTO B3aMMOACIHCTBHS MEXIY MOCTABIIUKAMH
U TI0JIb30BaTeJIsIMU pecypcoB. HecMoTpsi Ha o0e3nuuuBaHue
CBEJICHUI IS 9THX IeNiel, NPH TOI00HOM HCIIONb30BAHUH
YBEIMYHMBAIOTCA PHUCKU yTpaThl MH(OpMaIyu, 4Tto TpebyeTr
KOHCTPYHUPOBAHUS YCUIIEHHBIX MEXaHU3MOB €€ 3alllUThl Haps-
Jly C TPAJAUIIMOHHO TPUMEHSIEMBIM HHCTPYMEHTapreM nHdop-
MAaIMOHHOTO 3aKOHO/IATENbCTBA.

HccnenoBanue mpoBeieHO HA OCHOBE ACHCTBYIOIINX HOP-
MaTUBHBIX aKTOB B c(epe 31paBOOXpaHEHHS U MHBIX OTpac-
JSIX TpaBa ¥ 27 HAyYHBIX WCTOYHUKOB, JOCTYIHBIX aBTOpaM
(poccuiickue u 3apyOexHBIe 0a3pl cTareil, MoHOrpaduii u
0030pOB).

3akiouenue

TpeOyeT BHECCHHS ONPEACIEHHOCTH MOHSITUHHBIN arma-
pat, 0COOEHHO LEHTpaIbHAs KAaTeropus IUIaHUPYyEeMOH yIET-
HO-PETUCTPALIMOHHON  ACSATEIbHOCTH — «T€HETHYECKUU
MacrmopT», BKIOYas (opMmar, CTPYKTYpPHOC HAMOIHCHUE U
mopsiiok ero ¢opmupoBaHus. HopMaTuBHBIA OJIOK, COTpO-
Bokparomii I'TI (mpuuéM kKak NPUHIHITHAIBHBIE ITOJIOXKE-
HUS, TaK ¥ HOPMBI, JETATU3UPYIONINE aTOPUTM OOpaIieHus
TCHETHYECKUX CBEJCHHI), HEOOXOAMMO pPa3BHBAaTh B paM-
Kax 3aKOHOJATEeNbCTBA O 3IPaBOOXPAHEHUH, TIO3BOJITIONIETO
OTIPEJICNIUTh TIpeNebl TaKOTO HCIONBb30BAHUS M YyXKE pac-
MOJIATaloIIero HaJUIekKAIIUM OXPaHHBIM HHCTPYMEHTapueM
JUTS pealn3alliil BHOBb HAMEUCHHBIX IeNlel (MHCTHTYT Bpa-
4eOHOH TaifHbI, HTHPOPMHUPOBAHHOE TOOPOBOJILHOE COTIIACHE
u ap.). Takoil moaxoa B HauOOIbIIEH CTENEHH TapaHTUPYET
coOItoieHNe TpaB W MHTEPECOB TpakIaH — oOiamarenei
reHeTrdeckoi mHGopMarmm. [Ipu sToM HEoOxommMo obec-
TMEYNUTHh COITIACOBAHUE ITPABOBOI'0 PEryJIMpOBaHUA HE TOJIBKO
¢ nH(OPMAIMOHHEIM (TIPEKJEC BCEro, C 3aKOHOIATEIIBCTBOM
MIEPCOHATBHBIX JAHHBIX), HO ¥ C TPAXKTAaHCKIM, aIMUHICTPa-
TUBHBIM M HHBIM 3aKOHOIATEIIECTBOM.
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