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3AKOH «Ob ObIIHUX INMPUHIUIIAX BUO3THUKH

U NJOKA3ATEJIbHOU MEJULIMHbI B C®EPE HAYKH,
3APABOOXPAHEHHUA N BJIAI'OIIOJIYYHUA YE/TOBEKA»:
I[TPEAIIOCBIVIKA ITPUHATHUA, CTPYKTYPA, ®YHKIIUH
THE LAW «ON THE GENERAL PRINCIPLES OF BIOETHICS AND EVIDENCE-BASED

MEDICINE IN THE FIELD OF SCIENCE, HEALTH CARE AND HUMAN WELFARE»:
PREREQUISITES OF ADOPTION, STRUCTURE, FUNCTIONS

AnHomayus. CospemerHoe pazgumue 6U0102U4ecKol
HayKu, MeduyuHbl U npasda, conposoxcoarujeecs me-
HCOUCYUNAUHAPHBIM 83AUMHBIM «8MOPIHCEHUEM» YKA-
3aHHBIX HAYK 8 chepy mexHO102UHecKUx MaHunyaayull
€ 26HOMOM 4e/108eKa, 06yc/108U/10 NOMpPe6GHOCMb 8 adek-
B8AMHOM 3MUM NPOYECcam npasosoM pegyauposaHul.
B cmamube sbickasbisaemcs npedosiceHue npuHamo gpe-
depasbHblll 3akoH «06 06WUX NpUHYUNAX GUOIMUKU U
dokasamesibHOl MeduyuHbl 8 chepe HAyKU, 30pasooxpa-
HeHUs U 61020n01y4Usl 4e/108eKa», Nosie/AeHUe KOmopo20
06yc/n08/1eHO0 MeM, Umo, Kak ymeepxcdaem cmamucmu-
Ka, om 3 do 5 msH uenosek 8 Pocculickoli Pedepayuu
Moz2ym 6blMmb NOMEHYUANbHLIMU YYACMHUKAMU 2eHOM-
HbIX Npa8ooMHoweHull. B amux yca08usx hompe6Hocmbo
8 npedsnazaemMoMm 3aKoHe owywaemcsi 06Wecmeom 8
NoJIHOU Mepe, Npu 3MOM «MOYAHUE» 3AKOHOOdamess
Modcem npusecmu K HE2AMUBHbIM NOCAEOCMBUAM 8
gude MaHunyasiyutl ¢ 2eHomMoM 4venoseka. Ilpusodumcs
B03MOJCHAS CMPYKMypa 3aKOHONpoeKkmd, aHaausupy-
romest e20 ocHosHble PyHkyuu. Llenb: o6ocHosams Heob-
xodumocmb npuHsmus 3akoHa «06 o6wWux npuHyunax
6uosmuku u dokazameabHol MeduyuHbsl 8 cdhepe HayKu,
30pasooxpaHeHus U 6.1a20n01y4Us Hes08eka», npedcma-
8UMb B03MONCHYI0 CMPYKMYpy NPoeKma HOpMamueHo20
akma c pa3buskoli Ha 21asbl U cmamvu. Memodst: gop-
MANbHO-I0pUOUHEcKo20 aHA/IU30, MEeopemuKo-npasoso-
20 ONUCAHUS U UHMepnpemayuu, moKo8aHuUsi NpagosbixX
HOpM, coyuosio2udeckutl. Pesyasmamubl: npedaodiceH 3a-
KoHonpoekm «06 06Wux npuHYyunax 6uoImMuKu u doka-
3ameabHol MeduyuHbl 8 cdhepe HayKu, 30pasooxXpaHeHus
U 6,1a20N0/1y4US1 YE/108€KA», BbISIB/AEH €20 KOMN/IEKCHbIU
Xapakmep, packpblmbsl 0CHOBHOe codepicaHue U (yHK-
Yuu, K KOMopblM asmop OMHeC pezy/IsiImusHyH, OXpaHu-
me/IbHYI0 U 80CNUMAME/IbHYH0, NO COBOKYNHOCMU C80€20
deticmsusi cnocobHble sghghekmusHo ynopsido4ums npa-
B00MHOWEHUSI N0 NOBOJY 2eHOMA Ye/108€Kd.

© Iyuxos 0.A., 2023

Abstract. The modern development of biological sci-
ence, medicine and law, accompanied by an interdis-
ciplinary mutual «intrusion» of these sciences into
the sphere of technological manipulations with the
human genome, has led to the need for adequate legal
regulation for these processes. The article proposes
to adopt the federal law of the Russian Federation
«On the General Principles of Bioethics and Evidence-
Based Medicine in the Field of Science, Health Care
and Human Welfare». The emergence of this law is
dictated by the fact that, according to statistics, from
3 to 5 million people in the Russian Federation can
be potential participants in genomic legal relations.
Under these conditions, the need for the proposed law
is fully felt by society, and the «silence of the legisla-
tor» can lead to negative consequences in the field of
manipulations with the human genome. The article
provides a possible structure of the bill, analyzes its
main functions. Purpose: to substantiate the need
for the adoption of the law of the Russian Federation
«On the General Principles of Bioethics and Evidence-
Based Medicine in the Field of Science, Health Care
and Human Welfare», to present a possible structure
of the draft regulatory act, breaking down the text of
the bill into chapters and articles. Methods: method
of formal legal analysis, methods of theoretical legal
description and interpretation; method of interpreta-
tion of legal norms, sociological method. Results: the
study makes it possible to propose the draft law of
the Russian Federation «On the General Principles of
Bioethics and Evidence-Based Medicine in the Field
of Science, Health Care and Human Welfare», to iden-
tify its complex nature, to reveal its main content and
functions, to which the author attributes the regula-
tory, protective and educative functions, in the aggre-
gate, able to effectively regulate the legal relation-
ship regarding the human genome.
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BBEJIEHUE

B coBpeMeHHOU POCCHUUCKOW HOPUUYECKOU
Hayke B nocynegHue 10 sieT chopMupoBasoch U
aKTHBHO pa3BHBaeTCd HOBOE Hay4yHOe Halpas-
JIeHUe, UMeHyeMoe [IpaBoOBOM reHOMHUKOM. [1o cy-
I1eCTBY, 3TO HalpaBJieHUe NpeJCcTaB/seT co6oH,
C OJJHOM CTOPOHBI, HAYYHYIO AeATEeJbHOCTb y4e-
HBIX-IODUCTOB U HMX KOJIJIEKTUBOB, HallpaBJIeH-
HYI0 Ha MOWCK HOBBIX JAHHBIX O 3aKOHOMEpHO-
CTSIX UCIOJIb30BaHUsI paBoBOM popMbl B chepe
MaHUNYJALUN ¢ TEHOMOM 4YeJIoBeKa, a C APYyrou
CTOpPOHBI, NpaBOBasgd FeHOMHKA BbIpaXkaeTcd B
pe3y/bTaTax TaKOW [eATeJbHOCTH, TO €CThb CO-
BOKYITHOCTH HOBBIX CBeJIeHUH O HallpaBJIEHUAX,
dopmMax, MeToJjlax U crocobax NMPaBOBOTO BO3-
JleMiCTBUS Ha OTHOULIEHMs, CKJIaAbIBAIOINeEC 10
NOBOJy MOMYJALLMOHHON TeHeTHUKH, MeJUIMH-
CKOM TeHEeTHUKH, IeHeaJIOTUYeCKHUX HCCJIe0Ba-
HUH, SNAEMHUOJIOTUN U UCNI0JIb30BAHUSA B CBA3U
C 3TUM TeHHO-UHXXeHepHbIX TexHoJioruiu. [lpa-
BOBOE I0JIe HAy4YHOTO IOMCKa y4eHbIX 06pasy-
I0T, IIpeX/ie BCero, HOpMaTUBHO-IIPaBOBbIe aKThl
desepasbHOTO YPOBHS, CpeAu KOTOPBIX Bblje-
astotcs PesepanbHblil 3aK0H «O rocyapcTBeH-
HOM DperyJHupoBaHUM B 006JIaCTU TeHHO-UHXe-
HepHOH JesTeNbHOCTHU», Yka3 Ilpe3ugeHta PO
«0 pasBUTUH reHEeTHYECKUX TEXHOJIOTUH B Poc-
cuiickoit ®enepanuun», [locranoBsenue [lpaBu-
TesbcTBa P® «06 yTBepxkaeHun PepepanbHOR
Hay4YHO-TEXHUYECKON NMporpaMMbl pa3BUTHUA Te-
HeTUYeCKHUX TexHoJsioruk Ha 2019-2027 roabi»
¥ pag apyrux’. OJHaKo, HECMOTPS. Ha UMEOIIy-
10Cs1 IPaBOBY10 6a3y, y YYEHbIX U NPAKTHUKOB, 3a-

1 Cm.: O rocyzapCTBEHHOM PEeryJHpPOBaHUU B 06J1aCTH
reHHO-MHXXeHEePHOH JedaTesibHOCTH : PefepasbHbIA 3aKOH
ot 05.07.1996 N2 86-®3 (c u3am. ot 29.12.2022 N2 643-D3) //
Poccuiickas raseta. 1996. 12 utoss ; O pa3BUTUM IeHeTHYe-
CKHMX TexXHoJIOTUH B Poccuiickoit Penepanuu : Yka3 [Ipesu-
neHta PO ot 28.11.2018 Ne 680 (c usm. ot 29.12.2022) //
Co6bpaHue 3akoHomaTesbcTBa P®. 2018. Ne 49 (u. VI),
cT. 7586 ; 2023. N2 1, cT. 200 ; 06 yTBepxkaeHun Pesepaib-
HOM HAy4YHO-TEXHUYEeCKON MpOrpaMMbl pa3BUTUS T'€HETH-
4yeckux TexHosiorud Ha 2019-2027 roap! : [locraHoBIEHUE
[IpaBuTenbcTBa PO ot 22.04.2019 Ne 479 // CobpaHue 3a-
koHozaTesbcTBa P®. 2019. N2 17, cT. 2108.

HUMaIOIMXCA F'eHOMOM YeJioBeKa, CKJia/bIBaeT-
cd BIeYaTJIeHHe O He3aBepIIeHHOCTH MPABOBOT0
peryJMupoBaHHUs1, Ero HeloJIHOTE BCJIeJCTBHE 06-
Hapy>KUBaKIIMUXCSA MPo6esIoB MPaBOBOr0 BO3/1el-
CTBUS Ha CTbIKE 3THUYECKOrO0 M 3aKOHOJATeJb-
HOTO peryJupoBaHUsi B Ha3BaHHOW 06J1acTH.
CnoxkuBLIasICS CUTYaLUsl TPeOyeT NPUCTATbHOIO
HAy4YyHOTO0 aHaJIM3a U NMoCc/eyIoleld OleHKH C Io-
3unuu de lege ferenda.

ITIPABOBASI TEHOMUKA U TEHOMHBIE
IMPABOOTHOIIEHHUA

CerofHsl Halld NpeJCTaBJeHUS O MpaBo-
BOH TIeHOMHKe CKJIaJbIBAlOTC W3 COBOKYIHO-
cTU “HbOpPMaLUMU O peajibHbIX MaHUMYASALUAX
C TeHOMOM YeJIOBeKa, IPaBOBbIX HOPMax U Jiel-
cTBywIleM ¢e/lepa/lbHOM 3aKOHOJATe/JIbCTBE B
yKa3aHHOM 06J1acTH, MPaKTUKe peajusaluu M
IpUMMeHEeHUs] Ha3BaHHOI'O 3aKOHOJATeJbCTBA
rpaxkZilaHaMu, alMUHUCTPATUBHBIMU U CY/leOHBI-
MU OpraHaMH.

B peanbHON »XM3HM MpaBoBasg TIeHOMHKa
npejcraeT mnepes HaMM Kak QopMupyooLascs
I0pU/iMYecKas JOKTPUHA O F€HOMHBIX MPaBOOT-
HoueHusx [1, c. 84-85], a Takke Kak cucTeMa
HOpPMaTHBHO-IIPABOBBIX ycTaHOBJIeHUH. [locnes-
Hee IpeJcTaBJsieT cO601 NpaBoBOM QpyHAAMEHT,
Ha OCHOBe KOTOPOTO OCYLIeCTBJAKTCA MHOIO-
obpasHble peasibHble J1eHCTBUS CHELUAIHNCTOB-
reHETHUKOB, YYEeHbIX-MEeJIUKOB, HWHBIX VIOJHO-
MOYEHHbIX M 3aUHTEPECOBAHHbBIX CYO'HEKTOB IO
MOBO/y TeHOMa YeJioBeka’. [Ipu 3TOM yalie BCcero
3TU JlelcTBUsA 06JieKaloTcsl B GOpMy NMpPaBOBBIX
OTHOLLEHHH.

[eHOMHOe IPaBOOTHOLIEHHE — 3TO peasbHOe,
daxKTHYecKoe, BO3HUKIIEe B KOHKPETHOW KHU3-
HEHHOM CUTyalUu OO6LIeCTBEHHOE OTHOIIEeHHe

2 OcHOBHbIE BH/Ibl FTEHOMHBIX IPABOOTHOIIEHUH CKJIa/{bl-
BAIOTCS HA OCHOBE HOPM 3aKOHO/ATeJIbCTBA, COAEPKALIUXCA B
denepasbHBIX 3aKOHAX, IPUHATHIX B pa3Hoe BpeMst [ocynap-
ctBeHHOH /Jlymoit P®. K npaBoBoii 6a3e reHOMHbIX [IPaBOOT-
HOLIIEHWH MOXXHO OTHECTH, Hanpumep, pesiepabHble 3aKOHBI
«0 BpeMeHHOM 3anpeTe Ha KJIOHHPOBaHHUE yesioBeKay, «0 61o-
MeJIMIMHCKHUX KJIeTOYHbIX NpoAykTax», [K PO u ap.

[76]

Ne 1 (71) 2023



Public Law (State Law) Sciences

dusnveckux 1 (Man) IPUAUIECKUX JIUI] IO TOBO-
Jly MCIIOJIb30BaHUsA B popMe HcCieOBaHUSA, TPU-
MeHeHHs, XpaHeHHUsI reHa 0COOH 4YeJsioBeYeCKOH
nonyssnuy. OTHOIIEHHE 10 TOBOAY reHoMa IpH-
obpeTaeT MpaBoOBYIO GOPMY B Pe3YJ/IbTATE YPETYIH-
POBaHHOCTH JJAHHOT0 >KU3HEHHOTO C/Iy4asi HOPMOM
JIENCTBYIOIIET0 3aKOHA, JIOTOBOPOM, Cy/IeGHBIM UJIU
aIMUHHCTPATUBHBIM aKTOM |2, ¢. 350-360].

BakHOW U MpH 3TOM 06s3aTeJbHOU CTOPO-
HOM TEeHOMHOTO IPABOOTHONIEHUS SIBJSIOTCA
Cy6BEKThI, KOTOPBIX CJIeJyeT MMEHOBATb «CIie-
[UaJIbHBIMU CyObekTaMu» [3]. 3TO mpeumyiie-
CTBEHHO HCIIOJIHUTEJNHU 10 COOTBETCTBYIOIIUM
COTJIAIIEHUSIM Ha MeJUIIMHCKHE YCIYTH Jiedyeo-
HO-TIPOHUIAKTUYECKOTO, MEIUKO-PeadbUIUTAIU-
OHHOTO XapaKTepa WJIK UHbIe HayYHbIE UCCJIE/O0-
BaHHUs reHoMa. B 3ToM ciydyae crnenuajibHbIMHU
Cy6'beKTaMH BBICTYTAIOT IOPUUYECKHE JIUIIA, KO-
TOpbIE JO/LKHBI UMETh rOCYapCTBEHHYIO JIHIeH-
3UI0 Ha NpOBeJleHHe MeJUIIMHCKUX 3KCIepTHU3,
B TOM YHCJIe Ha MPOBeJileHHe Fr'eHeTHYeCKON 3KC-
nepTU3bl’. YCIOBUSAMU NPEOCTaBIEHUs TaKOH
JINIIEH3UM SIBJISIETCS BBINOJIHEHWE TPebGOBaHUH,
npeabsBJIsieMbIX K COOTBETCTBYIOIIMM IOMellle-
HUSM, 060PY/IOBAaHUI0 U NMPOPeCCUOHANBHO TOJ-
roTOBJIEHHOMY IepcoHasy. [locieJHUNH A0/KEH
006s1a/1aTh MPOodeCcCHOHANIbHON KBaupUKaIUeH
WU ClleliMaJibHOM MOATOTOBKOM, MO3BOJISIOIEHN
KBaJIMPUITMPOBAHHO OCYIIECTBJATh TPebyeMyto
eI TeJIbHOCTD 10 TOBO/Iy TeHOMa YeJIOBeKa.

Jpyrass cTopoHa B TeHOMHOM IPaBOOTHO-
IeHUu - QU3uYecKrhe JIKIA (3aKa3uuKH), TO
ecTb rpaxjaHe Pocculickoil ®epepauuu, UHO-
CTpaHHbIE TpaX/JaHe U JiMIa 6e3 IPaKJAaHCTBa,
HYXJaloIiecss B MeJUIIMHCKOM OOC/IY>XHUBaHUHU
10 MOBOJy FeHOMa, HayYHBIX UCCJIeJ0BaHUAX UX
reHeTU4YeCKOro 3/10pPOBbS, 6JIarONOJIyUYNH UX Te-
HETUYECKOU XXU3HeAesATebHOCTH.

CkasaHHOe MO3BOJISIET 3aK/IYUTh, YTO Mpa-
BOBasi TeHOMMKA — IPEUMYILECTBEHHO TeHOMHbIE
MPaBOOTHOIIEHHS], KOTOPble BO3HUKAIOT Ha OC-
HOBe 3aKOHO/IaTeJbHbIX HOPM MPaBa, peryaupy-
IOLUX AeATeJbHOCTh M0 OBO/Y reHoMa. /laHHas
eI TeJIbHOCTh B GOJIBIITMHCTBE CBOEM OCYIIECTB-

3 Cm.: O 1ML eH3UPOBAHUU MEIUIIMHCKOU AeITeIbHOCTH
(3a uckJItOYeHHEeM YKa3aHHOH J1eTeJbHOCTH, OCYIleCTBIIse-
MOU MeJULIMHCKUMH OpraHU3alUsIMU U IPyTUMH OpraHu3a-
LUSMH, BXOJSAIMMHU B YACTHYIO CUCTEMY 3/paBOOXPaHEHHs,
Ha TEPPUTOPUM MUHHOBALMOHHOTO LieHTpa «CKOJIKOBO») U
NpPU3HAHUU YTPATUBLIMMU CUJy HEKOTOPLIX aKTOB I[IpaBu-
TesbcTBa Poccutickoit @enepanuu : [loctaHoBeHue [IpaBu-
TesibeTBa P® o1 01.06.2021 N2 852 [Js1eKTpoHHBIH pecypc]| //
Odun. uHTEpHET-NIOpTAJ TpaBoBo nHpopmaruu. URL: http://
actual.pravo.gov.ru/text.html#pnum=0001202106020050
(mata obparyeHust: 19.10.2022).

JISIIOTCSI B TpeX chpepax: HAyKH, 3/[paBOOXPaHEHHUS
U B chepe nMoBCceJHEBHOH, 0ObIIEHHOH KHU3He/1e-
ATEJIbHOCTH peaJbHOr0 4YesJ0BeKa, TO eCThb IOo-
TpebUuTe s TEHOMHBIX JOCTHXKEHUM, yYaCTHHKA
peasibHbIX MPABOBBIX CBSA3€d B 00/1aCTH reHoMa.
JlaHHOe yTBepK/jeHHe 0 chepax MpUMeHeHHUd re-
HOMHBIX NPAaBOOTHOIIEHHWH UMeeT AJis Hac 0CO-
60e 3Ha4YEeHHUE, TOCKOJIbKY HMEHHO 3TH COLMaJlb-
Hble chepbl U 00J1aCTH PeaTbHBIX 06I[eCTBEHHBIX
OTHOLIEHUH O0OYCI0BUJIHN 00ljee HOPMAaTHUBHOE
coziepXKaHue Npe/ijlaraeMoro 3aKOHOIMPOeKTa.

IMPEANOCHIJIKU U HEOBXOJAUMOCTBb IPUHATHS
®EJEPAJILHOIO 3AKOHA «OB OBILIUX
MNMPUHIHUIIAX BUO3THKH H AOKASATEJIBHOﬁ
MEJUIIMHBI B CPEPE HAYKH, 31IPABOOXPAHEHUA
M BJIATOIIOJIYYHSA YE/IOBEKA»

ByneM ucXogWTh W3 TOro, 4TO Jil06OH po-
KIEHHBIM B pe3y/bTaTe NMPaBOTBOPYECKOH aK-
THUBHOCTHU TOCYZIapCTBa 3aKOH SIBJISETCS OTBe-
TOM Ha WU3BECTHbIe COLMAJIbHbIE NMPOOJIEMBI U
BbI30Bbl COIIMAJIbHOM cpenbl. Kak oTmedaeTcs
B JIUTEPAType, «B MPABOTBOPYECTBE HEOOXOAM-
MO yYUTBHIBaTb OO0bEKTUBHbIE 3aKOHOMEPHOCTHU
0611[eCTBEHHBIX OTHOIIEHUH C I|eJibI0 UX COBep-
IeHCTBOBaHHUs. Llesib mpaBOoTBOpYECTBA [[OJDKHA
HOCHUTb CO3U/IaTeJbHbBIN XapaKTep, TOJbKO TOI/a
MpaBoBasg HOpMa MPUOGPETET COLUATBHYIO IIEH-
HOCTb» [4, c. 38].

CorlacHO CTaTHUCTHUKE «IPU HOPMaJbHOM,
06bIYHOM pa3BUTHM mnonyasauuu 1 % Hacese-
HUS OTSTOLEH MOHOTEHHBIMH 3a00JIeBAHUSIMU —
MEH/IeJINPYIOIUMH, KOT/]Ja U3MEHEHHST TPOUCXO-
JIIT Ha yPOBHE I'eHa, HAa MOJIEKYJITPHOM YPOBHE, U
no4ytu 1 % — 3TO cay4aliHble XpOMOCOMHBIE aHO-
Masiny, abeppayuu. 2-3 % — 3TO BpOXK/IeHHbIE M0~
POKHU pa3BHUTHS, KOTOPbIE Yallle BCETO SBJSIOTCS
MYJbTUPAKTOPHBIMH, TO €CTb He 0O0YC/I0BJIEH-
HbIMU IeHeTMYeCKMMHU NMpuduHaMu»®. CiemoBa-
TeJIbHO, 60JIbIII0e YUCI0 Jogeld (oT 3 g0 5 MJH
YeJIOBEK, UMEIIINX IeHeTHYeCKUe MaTOJIOTHUH)
006'bEKTUBHO HYK/IaeTCs B IPAaBOBOM OIIOCPE/IO-
BaHWHU reHOMHBIX OTHOLIeHUH. [loaTOMy npeaJia-
raeMoe 3aKOHO/IATeJbHOE PeryJupoBaHue 6oJiee
yeM BOCTpe6OBaHO U akTyasbHO. OTClo/a Halle

4 I'1aBHBIN reHeTUK MUH3/ipaBa: FreHeTHYECKOe OpyKHe
co3JaTh B IPUHIUIIE HEBO3MOXHO [JJIEKTPOHHBIN pecypc|.
URL: https://www.interfax.ru/russia/587120 (zata o6pa-
menust: 17.08.2022). Ilo gpyrum paHHbIM, 5 % HacesneHUs
CTPaJlaloT BPOXKJAEHHBbIMU WJIM HAaCJeJCTBEHHBIMU 3a60J1e-
BaHUAMH (cM.: Mbl yMeeM JieunThb okoJio 300 3a6osieBaHUM
[nexTponHbIl pecypc]. URL: https://www.kommersant.ru/
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CTpeMJIEHUE NPEJJIOKUTD 3aKOHOIPOEKT, 3aTpa-
CUBAIOLIMI HHTEPEChl 60JIBLIOTO YN CIa XKUTeIeN
CTPaHBL.

Eiie ogHO coobpaskeHue 3aKJII04aeTCs B CJie-
aywouieM. [IpuHAThIA ewe B 1996 1. ®epepasb-
HbIY 3aK0H «0 rocyjapCTBEHHOM PeryJiMpoBaHUU
B 00JIaCTH TeHHO-UHXXEHEPHOH [1esITEJIbHOCTH»
YCTAHOBUJI MPABOBYI OCHOBY [IJIsl Pa3JIMUHBIX
reHeTUYeCKUX MaHUMYISALUNA HA MOJIEKYJISIPHOM,
KJIETOYHOM YPOBHS$IX, a TaKXKe BBICTYNUJ MPaBO-
BOM OCHOBOM C/1eJIOK U UHOU esITeJIbHOCTH, CBSI-
3aHHOM C r€HHO-WH>KEHEPHBIMHU TEXHOJIOTUSIMHU.
[ToaTOMy, TpUMeHsII MeTOAbl F'eHHOW HHXXEeHe-
pUH, CHEUATUCTbI-TEHETUKU pPeaM3yloT CBOU
npodeccroHaNIbHbIE TPaBa U 00513aHHOCTH, IPeJ-
YCMOTPEHHbIE YIOMSAHYTBIM 3aKOHOM, MOCKOJIb-
Ky UMEHHO MM B IEpBYI0 O4Yepe/b a/ipecoBaH
JlaHHBIA HOPMAaTUBHBIN NPAaBOBOM aKT. /lpyrumu
CJI0BaMH, JIEUCTBYs B COOTBETCTBUM C TpeboBa-
HUSIMM 3aKOHA, YYaCTHUKHU T€HHO-UHXKEHEPHOU
JlesITeJIbHOCTH BCTYNAIOT B COOTBETCTBYIOLUE
IOpUAUYECKUE CBS3W MeXAy co60M W Hampas-
JISIIOT CBOIO NMPOdECCUOHAIBHYI0 AEeATENbHOCTh
B IIpaBOBble PaMKH, UHA4Ye rOBOPs, CTAHOBATCHA
y4aCTHUKaM{ MPaBOBbIX OTHOIIEHWH, B paMKax
KOTOPBIX Yy HUX UMEIOTCS B3aWMHble OpUAUYe-
CKHe TMpaBa U o6si3aHHOCTU. Kasasoce 6bl, mpa-
BOBasi OCHOBA eCTb, 3 (PEKTUBHOCTb PABOBOT0
BO3/IeMCTBUS A0CTATOYHAsl, MOXKHO Y/IOBJIETBO-
puThcs caesaHHbIM. OJIHAKO eCThb JIM OCHOBAHMUSA
JUIS1 JaJIbHENIIEro «MOJIYaHUsI» 3aKOHO/IaTe s B
HMHTepecyloleld Hac obsaactu? OTHIOAB. [Jeno B
TOM, YTO 3a MOCJIe/IHUE YeTBEPTh BeKA IO/, BJIU-
sIHUEM OYpHOTO PasBUTHS HAyYHBIX, HUPPOBBIX
M MEeJUIUHCKHUX TEXHOJIOTHH, HAaKOIJIEHUS HO-
BbIX 3HAaHUU B cpepe reHOMa BO3HUKJIM HOBBIE
npo6JieMbl, TpeOYIOIIME aKTUBHOTO y4aCTHs POC-
cuickoro 3akoHogartess [5, c. 90]. HazoBeM ux
OCHOBHBIMH IPAaBOBBIMU NMPOOGJIeMaMU, KOTOPBIE,
npex/ie BCero, 3aTparuBarT chepbl GHOITUKHU U
J0Ka3aTeJIbHOU MeJJUIMHBI.

YcnoBHO 3TH Mpo6JieMbl MOXXHO CTpPyIIH-
poBaTh MO HATH OCHOBHBIM HalpaBJIeHUSIM:
1) npaBoBbIe Mpo6eMBI IIPAB U CBO6O/, YesI0Be-
Ka B 006J1aCTU reHOMa 4YesJI0BeKa U HaJJiexallen
MX peaji3anuu; 2) NpaBoBble NpobJeMbl pa3pa-
OOTKM M 6€e30MacHOro MpUMeHeHUsI COBpeMeH-
HbIX FTeHETUYECKHUX TEXHOJOTHH C COBJII0leHUEM
3THUYECKUX NPUHLMIOB; 3) NpaBOBbIe MPO6GIEMBI
obecneyeHrds1 6€30MACHOTO MPOBEJEHUs Hay4d-

HBIX MCCJIeIOBAaHUH, CBSI3aHHBIX C BbIPabOTKON
HOPM /I0Ka3aTeJbHOU MeJULUHbI B 00JIaCTH re-
HOMa 4yeJsioBeKa; 4) mpaBoBble MpobJieMbl 06ec-
NevyeHHUsl reHeTHYeCKOW 6e30MacHOCTH B chepe
KU3HeJesATeJbHOCTH 4YeJioBeKa; 5) MpaBOBble
npo6JsieMbl obeciedeHus: 6€30NacCHON paboThI C
reHeTH4Yeckoil nHopmanuei. [lyThb K penieHHI0
npo6JieM B yKa3aHHOH 06JIaCTH JIEXKHUT Yepe3 Co-
BepPIIEHCTBOBAHME MPABOBOTO PeTyJIHMPOBaHUS,
CO3/laHHMe HOBOTO 3aKOHOJAATEJbCTBA, a TaKXe
HaJlJIeXXallylo peasM3alUi0 FeHOMHBIX MpPaBo-
OTHOIIEHUH BCEMH YYaCTHHKAMH MPaBOBBIX
CBAI3EM.

[71aBHas 3a/adya POCCHUHCKOrO 3aKOHOZATe-
Jis B cpepe reHOMUKH, GHUOITUKHU U J0Ka3aTesb-
HOM MeJUIMHBI YCMaTpPUBAaeTCd B CO3/aHUU
KOMILJIEKCHOTO, €JJUHOTr0, OCYIeCTBJISIEMOr0 Ha
OCHOBE YCTaHOBJIEHHBIX 0OLIMX MPABOBBIX MPHUH-
I[MIIOB MPABOBOT0 PeryJUPOBaHUsI B Ha3BaHHbIX
obJsacTsx. B cBo0 o4yepe/ib, pelieHre YKa3aHHOU
aKTyaJIbHOH 3a/laud O00YyCJABJIMBAET CO3JaHHUe
I0PUUYECKUX HOBEJLJI, CIOCOOHBIX OTBE€YATh HO-
BbIM TMOTPEGHOCTAM U OXKHJAHUSIM 00IecTBa B
00J1aCTH TapaHTHUU IpaB JIUYHOCTU U obecreye-
HUS ee TeHeTHYeCKO# Ge3omacHocTU. Peub uzer
0 pa3paboTKe U NPUHATUH de/lepaIbHOTO 3aK0-
Ha «06 06IMX MPUHIMIIAX OUO3TUKU U J0Ka3a-
TEeJIbHOW MeAMIMHBbI B chepe HAYKH, 3PABOOX-
paHeHUs U GJaromnosy4yus yejaoBekar». Hapsaay c
3THUM TPeOYEeTCs COBEPLIEHCTBOBAHKE TPABOBOI0
peryJIMpoBaHUsl MCIOJb30BAaHUSI COBPEMEHHBIX
TEXHOJIOTHH B chpepe reHoMa YeJIOBEKa, OCYLIeCT-
BJIEHHE COOTBETCTBYIOIEH KOPPEJAIUN MEXAY-
HApO/JIHBIX CTAH/JAPTOB U POCCHUHCKUX CTaHAAP-
TOB B YKa3aHHOW 00/1aCTH.

HakoHen, ouymaeTrcsa HacylHasg HOTpeo-
HOCTb B GOPMHUPOBAHUHM MPABOBOW OCHOBBI (e-
JlepaJIbHOM TroCyZJapCTBEHHOW TOJIUTHKH 10
obecre4yeHUI0 KOHQUAEHIIMAJbHOCTH JaHHbIX
reHOMHBIX UCCIeJOBaHUM, a TaKXKe CO3/JaHUH Ha-
[[MOHAJIbHOU 6a3bl TeHETUYEeCKOW WHPOpMaLUH.
Bce 3TH BompocCkl, ONMpasicb Ha HOBBIA 3aKOH O
NPUHLUNAX GHOITHKH M JI0Ka3aTeJbHOU MeJu-
IIMHBbI B chepe HAYKH, 3JpaBOOXpaHEHUs U OJia-
rOMOJIYYHsl YeJ0BEKa, MOTYT OBbITb MOCTENEHHO
yperyJiupoBaHbl HAlllUM 3aKOHO/IaTeJIEM B Teye-
HUe 3-5 JileT aKTHBHOTO MPAaBOTBOPYECTBA B Ha-
3BaHHOM cdepe.

[IpeacTaBUM Halle BHJIEHHE CTPYKTYpPbI
npejJjlaraeMoro 3aKoHa.
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deaepaibHbIN 3aKOH
«06 061X MPUHLMNAX GMOITUKHU U J0Ka3aTe/JIbHON MeJULIUHBI B cpepe HAyKH,
3/ipaBOOXpaHeHMs U 6/1aronojyyus yejoBeKa»

IJIABA 1. OBIIIME ITOJIOKEHHUA

CraTps 1. buoatuka.

CtaTbA 2. OCHOBHBIE NIOHATHUA U TEPMHUHBDI.

Cratba 3. [lpaBa rpakJjaH B 006J1acTH OGUO3ITUKU U JOKasaTeJbHOW MeJULUHBI B cdepe HAYKH,
3/IpaBOOXpaHEeHHUs U 6/1aronoJy4us yejoBekKa.

CraTbs 4. [IpaBoBasi 0CHOBa GUO3THKHU.

CraTtba 5. COTpyHUYECTBO TOCYyJapCTBEHHbIX OPraHOB, HAyYHbIX OpPraHu3aluid U opraHoB B cdepe
6J/1aronoJ1y4us yesjoBeKa AJf pellleHUsl BOIPOCOB GHOITUKHU.

IJIABA 2. IPUHIHAIIBI BUO3TUKH

CraTbs 6. [l[oBepre Mex /1y TallMeHTOM U HAyYHOU opraHu3aliel B chepe UCIoJIb30BaHUs GHOMaTepUaJIoB
4yesi0BeKa.

CraTbs 7. [laTepHasu3M Mex/Jy BpauoM U NaldeHTOM.

CraTbs 8. OxpaHa pU3HUYECKOTO 3/10pOBbs NAIMEHTA NPHU JIEYEHUH 3a00JIeBaHUM.

CraTbsa 9. MeMIIMHCKOE BMELIATENbCTBO, OCYILeCTBJIIEMOE TOJIBKO C COIVIaCcHs YesloBeKa.

CraTbs 10. [IpuMeHeHHe 3HAHUM U ONbITA Bpaya B 1[eJ1sIX GU3UYECKOT0 3/J0POBbs MAlUEHTA.

Crartbs 11. O6palieHre C NalMeHTOM B LIEJISIX M0JIOXKUTEIbHOI0 BO3/IeMCTBUS Ha ero GU3NYECKOe 3/[0POBbE.

Cratbs 12. Mcnosib30BaHUE MENUIIMHCKUX KPUTEPHUEB B LIeJIsIX COXPAHEHUSI PU3UYECKOTO 3/0POBbS
nanyeHTa.

CraTbs 13. [logurHEeHUEe UHTEPECOB HAyYHOU J1esTeJIbHOCTH MHTepecaM JIMYHOCTH MaldeHTa.

CraTbs 14. [IpuMeHeHre NPOPUIAKTUYECKUX, JUATHOCTUYECKUX U JIeYeOHbIX BMEIIaTe/JbCTB HA OCHOBE
JIOCTOBEPHBIX I0Ka3aTe1bCTB UX 3P PEeKTUBHOCTH U 6€30MaCHOCTH.

CraTbs 15. Ucnosib30BaHUE 3MU/IEMHUOJIOTHYECKUX U KIMHUYECKUX UCC/Ie0OBAHUN /ISl PYKOBOJCTB BO
BpaueOGHOU NMpaKTHUKE.

Cratbss 16. Hcnosib30BaHHWEe MeAUIMHCKUX 3JIEKTPOHHBIX 0a3 JaHHbIX, OTBEYAKIUX KPUTEPUIM
MEeTO/[0JIOTUYEeCKOT0 KayecTBa.

CraTbs 17. Ucnosib30BaHKE KJIMHUYECKHUX PEKOMEH/JalMH, MOJyYUBIIMX 060CHOBAHUE B l0Ka3aTeJbHON
MeJuIMHE.

IVIABA 3. 0OCOBEHHOCTY OPTAHU3ALIMYA HAYYHBIX UCC/IEAOBAHUI TEHOMA YEJIOBEKA

Cratbsa 18. [IpMHLIMI HCHOJB30BaHUs TEXHOJOTHH peJaKTUPOBaHHWS TIeHOMa 4YesoBeKa B LeJAx
¢$u3uYecKoro 3/j0poBbs NAljMeHTA U COXpaHeHHUsA PU3NUeCKUX BO3SMOXKHOCTEH YesloBeKa U ero MIOTOMKOB.

Cratbsa 19. [IpyHLMI COXpaHEHUA UCXOAHBIX BHELUIHUX XapaKTePUCTUK 4Yes0BeKa NpHU OCyleCTBIEHUH
reHeTHYeCKOM KOppeKL Y NalueHTa.

Cratba 20. [IpyHUMI cOG/IIOAEHUA NpaB 4yesjoBeKa MPU OCyllecTBJIeHUH MoAWULUPOBAaHUSA reHOMa
YyeJsioBeKa.

Cratba 21. [IpyHOUN BMellaTe/bCTBA B I'eHOM 4YesoBeka B NMPOPUIAKTHUYECKUX, AUATHOCTHYECKHUX,
TepaneBTHUYECKUX U HAYYHBIX LeJIAX.

CraTtba 22. [IpyHLMN HeJONylleHUs MAHUIY/JIMPOBAHHUS JIIOAbMU IPU HCIOJb30BAaHUU TEXHOJIOTUU
U3MeHeHHUs TeHoMa JyesloBeKa.

IJIABA 4. OCOBEHHOCTH OPTAHU3AILIMH KOHTPOJII U HAZI30PA 3A BJIAT'OIIOJIYYUEM YE/IOBEKA

Cratps 23. [IpUHOUN NpeyIpex/eH s, BbIIBIEHUSI U NpecedyeHns] HapylleHUH 3aKOHO/aTeslbCTBA B
06J1acTH GUO3THKH, JJ0Ka3aTeJbHOU MeJULUHBI B cpepe HAyKH, 3/ipaBOOXPAHEHHUS U 6J1arONOIydns YeJ0BeKa.

Cratbs 24. [IpUuHLUI COOJIIOAEHUS TPUHIIUIIOB GHO3THKHU ITPHU OCYIIEeCTBJIEHUH KOHTPOJIS U HaZi30pa 3a
BBINOJIHEHHEM TPeGOBAaHUN CAaHUTAPHO-3MUAEMHUOJIOTHIECKOTO BJIAr0I0JIyYHrsI HaceJeHHSI.

Cratbs 25. [IpyHIUI cOGJI0AeHUS MTPUHIMIIOB GUO3THUKY NIPU NPEYIPEXJEHUN BPEJHOT0 BO3IeHCTBUS
Ha yeJsioBeKa GaKTOPOB Cpefibl 0GUTAHUS.

Cratbs 26. [IpyHUMD CO6/IIO/I€HUs] TPUHLIUIIOB GUO3TUKHU B chepe MPOPUIAKTUKNA UHPEKIUOHHBIX U
MaccoBbIX HEMHQEKIMOHHBIX 3260JIeBaHU (OTpaBJIEHUI) HAaceeHUS.

IJIABA 5. BOITPOCBI [IPABOBOT'O PET'YJIMPOBAHHWA NPUHLIMIIOB BUO3THUKH

CraTbs 27. CocTaB NPUHIMNOB GUO3TUKH U Jl0Ka3aTeJbHON MeJUIIUHBI.

CraTbs 28. TocyaapcTBEHHBIA KOHTPOJIb 32 OCYIIECTBJEHUEM MMPUHIIUIIOB OGMO3THUKU U JI0Ka3aTeJbHOU
MeIMLMHBI B chepe HayKH, 3/IpaBOOXpaHEHUS U 6J1aromnoJiyqus 4ejoBeKa.

CraTba 29. OTBETCTBEHHOCTb HAyYHbIX OpraHMU3alUi, y4ypexJeHUH 3/paBOOXpPaHEHUs WU OpraHoOB,
OCYIIECTBJISIIOIINX KOHTPOJIb U HaZI30p 3a 6J1arornoJiyyreM Yyel0BeKa, 3a COOJII0eHUS MPUHIIUIIOB GHO3THKH.

IJIABA 6. IEPEXOJHBIE ITOJIOKEHHUA

Cratba 33. Bcrynienue B cuity Hactosuero @efepajbHOro 3akoHa.
CraTbs 31. O6ecnieyeHue peasM3anuy MoJ0KeHUH HacTosero @epepasbHOTO 3aKOHA.
CraTbs 32. [Ipr3HaHue yTPAaTUBLUIMMU CUJTY OTAEJbHBIX HOPMATHBHBIX TPABOBbIX AKTOB.

TIPABOBOE 'OCYJAPCTBO: TEOPVIA 1 TIPAKTUKA |2|



ITy6rmaHO-1IpaBoBBIe (TOCYIapCTBEHHO-IIPABOBbIE) HAy KU

0 ®YHKIHUAX 3AKOHA «OB OBIIUX NPUHIIUIIAX
BUO3THUKH U JOKA3ATE/IbHON MEAUIIMHBI

B C®EPE HAYKH, 3/IPABOOXPAHEHHUSA U
BJIATOITIOJIYYHSA YEJIOBEKA»

Kak u3BecTHO M3 KJIAaCCUYEeCKOW TeOpHUH To-
CylapCcTBa U MpaBa, JII060H 3aKOH B COIUAIbLHON
cpe/ie BBIMOJIHAET KaK MUHUMYM TPU QYHKIUU:
PEryJSITUBHYIO, OXPaHUTEJNbHYI0 U BOCIUTATE b~
Hy10 [6, c. 71-72]. [[pyMeHUTENBbHO K pacCMaTpHU-
BaeMOMY MPOEKTY 3aKOHA Ha3BaHHbIe PYHKIUU
MPUOOPETAIOT CJeAYIoIIee Colep KaHue.

1. PerynatuBHasg OGYHKIOUS Mpe/jiaraemMo-
ro 3aKOHa BbIpa)kaeTcsi B 00YCJIOBJIEHHOM IeH-
HOCTSIMH OWO3THUKH HalpaBJIEHUH IPaBOBOIO
BO3/IeMCTBUs, BBIPAXKAIOILIETOCS B YCTaHOBJIe-
HUU IPUHIUIIOB, IPaBUJ U HOPM JesSITeJbHOCTH
C TeHOMOM 4YeJIOBEKa, MpeJIoCTaBJeHUU CyOb-
€KTUBHBIX MpPaB W BO3JIOKEHUH HOPUUYECKUX
00513aHHOCTEN Ha Cy6'beKTOB '€HOMHBIX MpPaBoO-
OTHONIEHUH B IIeJIIX OXpPaHbl MPaB U 3/0POBbS
rpax/aaH. B pamMmkax Ha3BaHHOU QYHKIUU C yde-
TOM NPUHIMIIOB GUO3TUKHU MpecyeyeTcs Iesb
YCTAHOBJIEHUs MO3UTUBHBIX NMPAB U 00sS3aHHOC-
Tel, a TaKKe paMOK, OTpaHUYeHHUH JlesITeJIbHOC-
TH CyO'beKTOB IpaBa B Tpex cpepax: HAYYHOH,
MeaUKO-GapMaKoOJIOTUUYECKOH U JieueOHOH, B
chepe Gsaromosyuus yesnoBeka. Takod gudde-
pPEHIIMPOBAHHBIN MOAXO]l TPeOyeTCs B YCIOBUSIX
BO3paCcTaHUS TEXHUYECKHUX BO3MOXKHOCTEH BTOP-
YKeHUsI B TeHOM, TMIOCKOJIbKY B Ha3BaHHBIX chepax
TEXHOJIOTUYECKUE JIOCTHIKEHUS] TMPUMEHSAITCA
BO BCe 00JIBLIMX MacliTabax.

Kpowme Toro, perynsiTuBHast GyHKIUSA MOAPA-
3yMeBaeT YCTAHOBJIEHHE TNPABOCYOBEKTHOCTH
Y4aCTHUKOB T€HOMHBIX IPABOOTHOIIEHUH, KOM-
MeTeHIUHW OPraHoOB W YYpeXJeHUU B cdhepe Ma-
HUNYJSLUNA C TEHOMOM, Olpejie/ieHHe MO3UTHB-
HbIX IIpaB, PUAUYECKHUX 00SI3aHHOCTEH U Mep
IOpUANYECKON OTBETCTBEHHOCTU B cdepe Hayd-
HOM, MeJUIMHCKON U KJWHHUYECKOH OHO3THKH.
Tak, HampuMep, NPOEKT 3aKOHA IpeaycMaTpH-
BaeT MPUHIUI MeJUIMHCKOTO BMEIIaTeJbCTBa,
OCYIIIeCTBJIIEMOTO TOJILKO C COTJIACHS YeJIOBEKA,
JIeTaJIbHO TPOUH(POPMHUPOBAHHOTO O MOCJIE]-
CTBUSIX TAKOTO BMENIATEJbCTBA, MPUHIMUII MO/-
YUHEHUS] WHTEPEeCOB HAy4YHOH JesTeJIbHOCTH
HHTEepecaM JIMYHOCTH Mal[ueHTa, MPUHIUI PH-
MeHeHHUs NPOPUIAKTUYECKUX, IUATHOCTHYECKUX
1 JiedeOGHbBIX BMeIllaTeJbCTB Ha OCHOBE JJOCTOBEP-
HBIX JI0Ka3aTeJbCTB UX 3QPEKTUBHOCTU U 0e3-
OTIaCHOCTH U Jp.

2. OxpaHuTesbHas QYHKIMA KaK 0coboe Ha-
paBJieHHe IPABOBOTO BO3/IENCTBHUS UMEET 1[eJIb0
OXpaHy O0O6Ille3Ha4YNMbIX, HauboJiee BaXKHBIX 00-
IIECTBEHHBIX OTHOIIEHHWN B 06/1aCTH Olepalui ¢
reHOMOM YeJIOBEeKAa W TpeJINosaraeT BbITeCHEHUE

HeXKeJIaTeJIbHBIX OTHOLIEHWH, MPOTHBOpeYalnX
MPABOBbIM YCTAaHOBJIEHUSIM HA3BAHHOI'0 3aKOHa.

HckopeHeHHe HeXejaTeJbHbIX [JAeUCTBUHU
MaHUNYJSATUBHOIO XapaKTepa ¢ TeHOMOM 4YeJo-
BeKa JJOCTUTaeTCs 32 CYEeT COBOKYMHOCTHU HOPHU-
Jindyeckux 3anpetoB [7, c. 108-109], agpecoBan-
HbIX MeULIUHCKUM, OGUOJIOTUYECKHUM U HayYHbIM
OpraHu3alusM, OCYUIECTBJASAKIIUM MaHUIYJsA-
[[UM C TEHOMOM 4YeJIOBeKa, U HalpaBJIEeHHBIX Ha
OoXpaHy HaunboJiee BaXKHbIX OOILIECTBEHHBIX OT-
HOLIEHWH B onmuchiBaeMou coepe. IOpuandeckas
TKaHb IpeJ/laraeMoro 3aKOoHa, B 4YaCTHOCTH,
JIOJDKHA COZIePKaTh OTYETIMBO BhIPAXKEHHYIO CH-
CTeMY 3alpelleHHbIX BUA0B JeATEJbHOCTU. JTO,
HalpuMep, 3alpeT Ha KJIOHUPOBAHHE YeJIOBEKa;
Ha coBepllieHHe JelCTBUY, UMeloIuX 6e3HPaBCT-
BEHHbIN XapaKTep B cdhepax HAYKH, MeJJUIIUHbI U
O6MOTEXHOJIOTUH; HAa NPUMeHEeHUe NOCTHXKEHUH B
006/1aCTH HAay4YHO-TEXHUYECKOTO MPOTPecca, CIo-
COOHBIX MPUYUHUTL BpeJ, 3/J0POBbI0 UesI0OBEKA;
Ha MOJIyYeHUE CTBOJIOBBIX KJIETOK Iy TEM UCIOJb-
30BaHMSI IMOPHUOHAJNBHBIX TKAaHEH; HA pasrJaiie-
HUe pPe3y/IbTaTOB 6OMETPUYECKUX TECTOB U T. [I.

[IpaBOBbIe 3ampeThl B MpejJjaraeMoM 3aKo-
HOIpOeKTe 06J1aZjaloT GopMaIbHOU onpe/iesieH-
HOCTBI, OTJINYAIOTCSA YETKUMH TPeGOBaHHUSIMH.
OHaKo IOpUUYECKUN 3ampeT — 3TO He TOJIbKO
3amnpelnaroiiass HOpMa, HO U MHble OXpPaHUTEJIb-
Hble M0JI0KEeHH S, KOTOPble BbIPAXKAIOTCs B 0011Iei
CTPYKType NPHUHIMIIOB, 3aK/JII0YEHHbIX B «HOPHU-
JINYECKOM TeJie» IpeJiaraeMoro 3akoHa. Hanpu-
MeD, MPUHIIUII COXPAaHEHUSI UCXOAHbIX BHELIHUX
XapaKTEePUCTUK YeJIOBEeKa IMPHU OCYIeCTBJIEHUU
reHeTUYeCKOW KOPPEeKIUU MalheHTa Mpenosia-
raeT OJHOBPEMEHHBIN 3ampeT Ha JOble MaHU-
MyJISIUYA C TEHOMOM 4YeJIOBEKa, CIIOCOGHbIE TTPHU-
BECTH K 3a60JieBaHUSAM HWJIM CMEPTH NAIMEHTa,
MaTOJIOTUYECKOMY H3MEHEHHUI0 €ero BHEIIHUX
XapaKTepUCTHK.

BeinosiHEHWEe  OXpPaHUTEJbHOU  QYHKIUHU
npe/ijlaraeMblM 3aKOHOM CIIOCO6HO HUCKOPEHHUTh
HeXXeJlaTeJIbHble SIBJIEHUSI U3 CYUleCTBYIOIEeN
MeJMIIMHCKOW W HAay4YHOW MPAKTUKU B 06J1aCTH
FeHHOM HWHXXeHepuHu. TakuMHu sIBJIEHUSIMH, Ha-
npuMep, MOTYT CYUTATHCSA HENPO3PAYHbIA CTa-
Tyc 6uoMaTepuasa 4yesJ0BeKa, HeMpaBOMeEpPHOe
peNaKTUPOBAaHHE TeHOMa, HeXesaTeJibHbIe T0-
cJ1eCTBUSA JIJ151 3/J0POBbs YeJI0BEKA B pe3yJibTaTe
HETOYHOTO pPeJIaKTUPOBAHUS F'€HOB U T. [I.

BeilosiHEHWe mOpeAJiaraeMbIM  3aKOHO/a-
TeJIbHbIM aKTOM OXPaHUTEJbHOU (PYHKIUM Ha-
NpaBJieHO B 3HAYUTEJbHOW CBOEH CTeleHU Ha
npenoTBpalleHHe HapylleHW HopM mpasa. [lo-
CKOJIbKY B MpPHUHIUIAX MpaBa YCTAaHOBJEHBI KaK
npsiMble 3alpeThl, TaK U WPUAUYECKUE 00513aH-
HOCTH, NpeJNUChIBAIOIINE BO3/JEPXXUBATHCH OT
COBepIIEHUs] 3alpelleHHbIX MOCTYNKOB, TO, Ta-

[50]

Ne 1 (71) 2023



Public Law (State Law) Sciences

KHUM 06pa3oM, C IOMOLIbIO OPHUIUYECKUX CPELICTB
BO3/lefICTBUSI JOCTUTrAETCs OJHA U3 BaKHEMIUUX
nejied mpaBa - OXpaHa 3HAYMMBIX COLUAbHBIX
[IEHHOCTeH, MOJIyYMBUIMX pacHpoCcTpaHeHHe B
TEXHOTPOHHYIO0 3py - OMO3THUYECKHUX O0OLecT-
BEHHBIX OTHOLIEHMH, peasn3yeMbIX C NOMOLIbIO
reHeTHUYeCcKUx MaHUNy/asanuid. Takum o6pasom
JLOCTUTaeTCcsl CTabUJIbHOCTb U YyCTOMYUBOCTD Te-
HOMHBIX IPABOOTHOLIEHUH B cdepe HAYKH, 3/pa-
BOOXPAaHEHHUS U 6JIaronoy4us yeJoBeKa.

3. BocnuraTesnbHas QyHKLMA OYyAyLIero 3a-
KOHa 0 OMO3THKe M J0Ka3aTeJbHOW MeJMIIMHE
MO/JleJINpyeT HPABCTBEHHOE, OpHEHTHUpYollee,
LIeHHOCTHOE BO3/lelCTBHMe Ha CO3HAHHE U BOJIIO
a/sipecaToB 3akKoHa [8].

JIto60e npaBo - 3To 3pdeKTUBHOE CPEACTBO
BJIMSIHUSA Ha CO3HAHMeE U BOJIIO 4esoBeka. [Ipes-
JlaraeMbli 3aKOHONIpoeKT GopMupyeT npodeccu-
OHa/IbHOE NPaBOCO3HAaHUeE JIUL, YYaCTBYIOLIUX B
reHOMHbIX IPaBOOTHOILEHUSX, CTUMYJIMPYS U Ha-
npaBJisds PU 3TOM UX IPaBOMepHOE MOBe/IeHUeE.
XapaKTepUCTHUKHU Cy6G'bEKTOB MPaBa, Ha KOTOPBIX
paccyMTaH 3aKOHOIIPOEKT, TOBOPAT O TOM, YTO, C
OJJHOM CTOPOHBI, 3TO JIMLA, OCTPO HyXAaloliHe-
csl B IOMOLY BpayeH, ClleliMaJuCcTOB-TEHETHUKOB,
y4eHbIX-TEHETHUKOB U T. JI., @ C [PYTOH CTOPOHBI,
CyObeKTaMHM IpaBa B paMKax MNpejJaraeMmoro
3aKOHOIIPOEKTa BBICTYMAIOT TOCYJapCTBEHHbIE
U HerocyAapcTBeHHble MeJULMHCKHME W Hayd-
Hble YYpex/ieHusl, UMeloll[e COOTBETCTBYIOLIYI0
JIUIIEH3UI0 Ha IpeAOoCTaBJeHUe TeHeTHYeCKUX
yCJIyT, @ TaKXXe KBaJU(ULHPOBAaHHBIN NepcoHasl
JIJIs1 paboThI C reHETHYECKUM MaTepHasoM YeJlo-
BeKa. UMEHHO B OTHOLIEHHUH 3TH JIBYX OCHOBHBIX
Ipy1nI cy6’beKTOB ITpaBa 3aKOHOMPOEKT CIOCO6EeH
cTaTb 3QPeKTUBHBIM CpPeJiCTBOM yNOPAJ0YEeHUs
001 eCTBEHHbIX OTHOLIEHUW B aHaJIU3UPyeMOU
CUCTeMe COLUAJIbHBIX CBsI3el, GOpMON KOTOPBIX
SIBJISIIOTCSI TeHOMHbBIE PaBOOTHOLIEHHUS.

3aKOHONPOEKT, B CJIyyae ero MpUHATHSA, CIIO-
co6eH He TOJIbKO BBICTYNUTb UCTOYHHUKOM BaX-
HOM MHpopManuu o TpeGOBAHUAX TOCYAApPCTBa,
OTHOCSILUXCS K TMOBEJEHHUI0 HAa3BaHHBIX BhIIE
CyO'bEKTOB, HO U JJOBECTH [I0 UX CBeJleHUs UH-

dopmanuio 06 o06pPEeHUH, JOMYIEHUH WU 3a-
MpelleHur Onpe/ie/IeHHbIX AeUCTBUM, chopMHU-
pOBaThb YCTOUYMBYIO IEHHOCTHYI OpPHEHTAIUIO
Ha JIOCTHXKeHUe 00IeCTBEHHO IMOJIE3HBIX IieseH,
KOTOpble O6bl He IPOTUBOPEYUJIN HHTEepecaM JnY-
HOCTH, 0611leCTBa, TOCYAapCTBa.

3AKJIOYEHUE

3noxeHHOe MO3BOJISET CJeJaTh CJefylo-
1{1e BbIBOJbI.

1. IpeasaraeMbidi 3akoH «06 06GLIUX MPUH-
unax 6MO3TUKU U [I0KA3aTeJbHOU MeJUIUHbI
B cdepe HayKH, 3/ipaBoOXpaHeHUs] U 6Jarormno-
JIyUMsl 4YeJIOBEKa» peryJupyeT O6IeCTBEHHbIE
OTHOILEHUS], CBSI3aHHble C NMPUMEHEHHEM B Me-
JMLIMHE U 6MOJIOTUU MeJULMHCKUX TEXHOJIOTUH,
HallpaBJ/IeHHbIX HAa MaHUNYJIALMHA C TEHOMOM 4e-
JoBeka. [lo cBoell popMe 3aKOHONPOEKT peasiu-
3yeT KOMIIJIEKCHOE IpaBOBOE PeryJuMpoBaHUE B
CUJIy COeJIMHEHUSI B CBOEM «TeJie» BONPOCOB MO-
pasIbHO-3TUYECKUX IMPUHIUIIOB, HOPM NpaBa U
npeANycaHui, 3aTparuBaoIUX NIpUMeHeH e HH-
*KEHepHBIX TeXHOJIOTHH.

2. Perynupyemble B 3aKOHOMpPOEKTe 06IIe-
CTBEHHbIE€ OTHOLIEHHUS MUMEIT B 3HAYUTEJbHOU
CBOEM Mepe NpaBoBy0 GOPMY, OCKOJIbKY OCHOB-
HBIM Pery/siTOpoM JlaHHbIX OTHOLIEHUH B chepe
reHeTHUKU BBICTYNalOT HOpMbI npaBa. OcobeH-
HOCTb NOC/IeJHUX B TOM, YTO OHU UMEIOT HPaBCT-
BEHHOE COJiepKaHue, TTOCKOJIbKY 6€3 HCI0JIb30-
BaHUsI MOpPaJIbHBIX LIEHHOCTEH U HPABCTBEHHBIX
HOPM HEBO3MOXHO 06e360J/ie3HEHHOEe Hay4yHO
ONpaB/JJaHHOe BTOP)KEHUE COBPEMEHHBIX HHXe-
HEpHBIX TeXHOJIOTUH B FeHOTHII YeJI0OBeKa.

3. IlpepsiaraeMblii 3aKOH yCTaHaBJIMBAeT
o61LIMe MPUHIMITBI HAYYHOU U MeJULIMHCKOH mpa-
KTUKH, CBSI3aHHbIE C MAHUNY/ISALUSIMU C TEHOMOM
YyesioBeKa. ITU MPUHIUIIBI IPeANoJIaralT pera-
MEeHTAlMI0 MeJULIUHCKUX BMeIIaTeJbCTB UCXO/s
M3 UMeIOLIUXCSA J0Ka3aTeJbCTB UX 3G PeKTHBHO-
CTU U G6e3onacHOoCcTH. Takue [oKa3aTebCTBa Be-
pPUOUIMPYIOTCS, OLEHUBAIOTCA U MPUMEHSIOTCS
TOJILKO BO UMS$I 6JIarOMOJTy4Hs Mal[MeHTa.
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