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ITPOBJIEMbI ITPABOBOI'O PEI'YJINPOBAHHUA

3BAIIMTbI TEHETUYECKON MH®OPMAIIHNH, .
MNOJYYEHHOU METOAAMH NPEUMIIVIAHTAIIMOHHOH
N INPEHATAJIbBHOU TEHETUYECKOU AUATI'HOCTHUKH,

B POCCUMCKON PEJEPALIMU

PROBLEMS OF LEGAL REGULATION OF THE PROTECTION OF GENETIC INFORMATION
OBTAINED BY METHODS OF PREIMPLANTATION AND PRENATAL GENETIC DIAGNOSIS,

IN THE RUSSIAN FEDERATION

AHHOmMayus. B yciosusx akmueHoz2o paseumusi Ha-
npassaeHull, onpedeaenHvlx Konyenyueli npedukmus-
Holl, npe8eHMUBHOU U NepPCOHANUBUPOBAHHOU Meduyu-
Hbl, 0C060e 3HayeHue npuobpemaem eeHoAUAZHOCMUKA,
npumeHsiemMasi yxce HA amane NJAAHUPOBAHUSI CeMbl.
BHedpeHue memodos npeumniaHmayuoHHol U npeHa-
maavHoU eeHoduazHOCMUKU nopoxcdaem npo6sembl
He MOo/IbKO 3MuYeckoz2o, HO U Npagoeoz2o xapakmepad.
Ocobyr 3HayumMocms npuobpemarom npobsiembl 3a-
Wumbsvl 2eHemuyeckoll uHhopmayuu, no1y4eHHOll ¢ uc-
Nno/16308aHUEM YKA3AHHbIX Memodos, 0om ee HeCaHKYu-
OHUPOBAHHO20 UCNO/Ib308AHUS, YMO aAKmyaJ/usupyem
nompe6HoCmMb 8 cogepuleHcmeosaHuu delicmeayroujeti
HopmMamugHoll 6a3bl 015 onpedeseHUsi U KOHKpemu-
3ayuu ycaosull npogedeHuss Makux 2eHO0UAZHOCMUK.
Llenb: sblsigeHUE AKMYa/bHbIX NPABOBLIX hpobseM,
B03HUKAIOWUX NPU UCN0/1b308AHUU 2eHeMu4eckoll UH-
¢opmayuu, nosy1eHHol memodamu npeumMniaHmayu-
OHHOU U npeHamasabHolU zeHemuveckoll duazHocmu-
Ku, onpede/ieHue ONMUMAAbHbIX Nymell ux peweHus,
OCHOBHbIX Hanpas/aeHull OdabHeluwez0 MexHO/02U-
Yecko20 pazeumusi U COGepuleHCMaeo8aHuUsl omevecm-
8E€HHO020 3aKOHOJdamesbcmaa 8 cdepe zeHemuueckoll
duazrHocmuku. Memodbl: amnupuveckue memodsl cpas-
HeHUsl, ONUCAHUs, UHMepnpemayuu;, meopemu4eckue
Memodbl popMaabHOU U JuUANEKMUYECKOU J102UKU;
YaCMHOHAYYHble Memodbl: puUduKo-doemMamuyeckull
U MO/IKOBAHUSI NPABOBbLIX HOPM. Peaynsbmameul: aHaaus
delicmsyioujezo 3aKkoHOdame/bCcmMad, pezyaupyrowezo
npeuMnAaHmMayuoHHy0 U NPeHamaJ/abHyl 2eHemuye-
cKkyto duazHocmuky 8 Poccutickoii @edepayuu, nozeoun
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Abstract. In the context of the active development
of the areas defined by the Concept of Predictive,
reventive and Personalized Medicine, genodiag-
nostics, applied at the st%e of family planning, is of
particular importance. The introduction of preim-
plantation and prenatal genodiagnostics poses not
only ethical but also legal problems. Of particular
importance are the problems of protecting genetic
information obtained using these methods from un-
authorized use, which actualizes the need to improve
the current regulatorydframework for determinin%
and f})ecifying the conditions for carrying out suc
genodiagnostics. Purpose: to identify actual legal
problems arising from the use of genetic information
obtained by methods of preimplantation and pre-
natal genetic diagnosis, to determine the best ways
oﬁthelr solution as well as the main directions of fur-
ther technological development and improvement
of national legislation in the field of genetic diagno-
sis. Methods: the authors apply empirical methods
of comparison, descri?tion, interpretation; theoreti-
cal methods of formal and dialectical logic; specific
scientific methods: legal-dohgmatic and interpreta-
tion of legal norms. Results: the analysis of the current
legislation regulating preimplantation and prenatal
genetic diagnosis in the Russian Federation reveals
a number of pressing legal problems arising from the
use of genetic information obtained in di-agnostics.
It is established that the current legislation does not
take into account the specifics of genetic information
and cannot provide effective protection against its il-
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8bl18UMb Psid AKMYA/NbHbBIX NPABOBLIX NPO6/1eM, B03HU-
Karnwux npu Ucho/1b308AHUU 2eHemu4eckoli uHgopma-
yuu, nosy4eHHoU npu npogedeHuu makux ouazHoCMuk.
Yemawnosseno, umo delicmayroujee 3akoH00amMeAbCMao
He yyumobl8aem 0Co6eHHOCMU 2eHemu4eckol UHgopMma-
yuu u He mMoxcem obecneuums aghekmusHyro 3aujumy
0m HenpagoMepHo20 ee UCNO0/1b308aHUSI NpU nposede-
HUu zeHemuueckux duazHocmuk. 0603HaveHbvl o6ujue
HanpasJ/eHusi CO8epUIEHCINBOBAHUS] 0MEYeCcm8eHHO020
3akoHodameibcmea 0151 npeodoseHUs npob.ieM, cesi-
3aHHbBIX C CO6AI00eHUeM Npaes vesno8eka npu UCho/1b30-
8AHUU MemM0008 NPeuMnAaHMAayUOHHbIX U NPeHamaJib-
HbIX 2eHemuyecKux duazHOCMuk.

Kaouesvle cnoea: npeumnaaHmayuoHHass U npeHa-
ma/bHas 2eHemu4eckasi JUazHOCMUKaA, 2eHemuKdad, pezy-
JUPOBAHUE pedaKMUPOBAHUS 2eHOMA Ye/N108eKd, 2eHOM-
Hasi uHgopmayus, 6GUOBAHKU, NPABA epaXcoaH

Jaa yumuposaHus: Axmsimoea E.B. [Ipobsiemvl npa-
808020 pe2y/Upo8aHuUs 3aujumbl 2eHemuyeckol uH@pop-
Mayuu, NOAYYEHHOU Memodamu NPeumMniaHmayuoHHoU
U  npeHamMasabHolU  zeHemuveckol  OuazHOCMUKU,
8 Poccuiickoii ®edepayuu / E.B. Axmsamosa, 3.M. Ax-
cvlHb6aesa, A.A. Macaaumosa 2// IIpasosoe zoc 0(§p-
cmeo: meopusi u npakmuka. — 2022. - Ne 3. - C. 20-26.
DOI. 10.33184/pravgos-2022.3.3.

legal use in genetic diagnostics. General directions of
improving national legislation in order to overcome
problems related to the observance of human rights
in the use of methods of preimplantation and prena-
tal genetic diagnostics are outlined.

Keywords: preimplantation and prenatal genetic di-
agnosis, genetics, regulation of human genome edit-
ing, genomic information, biobanks, citizens’ rights
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BBEJIEHUE

JHK-guarHoctuka sBJIIeTCI  OCHOBHBIM
WHCTPYMEHTOM NePCOHATU3UPOBAHHON MeIUIU-
Hbl, 2 BHeJIpeHHE MOJIeKYJsPHO-TEHETUUYECKUX
TEXHOJIOTUM B MEJUIMHCKYI MPAKTUKY — MPH-
OPUTETHBIM HaNpaBJIEHUEM JIDOOTO PA3BUTOTO
rocyZapcTBa, NOCKOJIbKY MO3BOJISIET CYylLeCTBEH-
HO CHU3UTb pacxojbl B chepe 3 paBoOXpaHeHUS.
O BaXXHOCTU PaA3BUTHS TE€HETUYECKUX TEXHOJIO-
TMi B Halllek CTpaHe CBUAETENbCTBYIOT HeJJaBHO
NPUHSATbIe HOpMAaTUBHbIE AKThI.

Tak, ucxoas U3 Lesiell opMHUpPOBAHUSA MeU-
I[UHBI, OTBEYalOIel COBpeMeHHBIM TPE6OBAHUAM
pa3BUTHUSA 0011eCTBa, MpUKazoM MuH3apaBa Poc-
cuu ot 24 anpesis 2018 r. N2 186 6b11a yTBEpXK/I€e-
Ha KoHuenuusi npejuKTUBHOM, NMPeBEHTUBHOU
Y [IePCOHATU3UPOBAHHOM MeAUIIUHEI .

Ocob6oe 3HavYeHHE B LieJIAX YCKOPEHHS TMPO-
I[lecca pa3BUTHs TEXHOJIOTUH B cpepe TeHETUKHU
umeetT Yka3 [IpesugenTta PO ot 28 Hos16ps1 2018 T.
Ne 680 «O pa3sBUTHM TeHeTHUYECKUX TEeXHO-
jgoruii B Poccuiickoit ®efepauum»?, a Takxke
pa3paboTaHHasi BO UCHOJIHEHHE JAHHOI'O yKasa
denepanbHasi Hay4YHO-TEXHUYECKAs MPOTrpaM-
Ma Pas3BUTHS TEeHETUYEeCKUX TEXHOJIOTUM Ha

1 06 yrBepkaeHnu KoHuenuuu npeJUKTUBHOH, mpe-
BEHTUBHOU U NMEPCOHAJIM3UPOBAHHON MeAMLUHBI : MPUKa3
MuHucTepcTBa 3ApaBooxpaHeHus PP ot 24.04.2018 Ne 186
[3nexTponHsIi pecypc] // JocTyn U3 cripaB.-paBoOBOH CHUC-
TeMbl «KoHcynbranTIlitoc» (faTa obpauenus: 01.06.2022).

2 Cob6panue 3akoHogaTesbcTBa PO, 2018. Ne 49
(4. VI), cT. 7586.

2019-2027 roppl, onpejessollas OCHOBHBIE
HalNpaBJIeHUs PAa3BUTUS TAKUX TEXHOJIOTUH IO
0c060 3HAaYMMBIM /IS TOCYAApCTBA OTPaCAAMS,
OCHOBHOM 11e/IbI0 MPOTrpaMMbl B MeAULIMHCKON
cbepe saBaAAeTca pa3paboTKa TreHeTHYEeCKUX
TEeXHOJIOTUM [Jis1 TOBbIIIEHUS] KayecTBa >KU3HHU
yesioBeKa U 3P PEKTUBHOTO CHUXKEHUS TOTEPD OT
3a60JieBaHUH, YTO MpeAIoJaraeT NpUMeHeHHe
METO/I0B I'eHEeTUYECKOr0 peJJaKTUPOBAHUS ellle
Ha aTalle 3a4aTHs. B 3Tol cBsA3M, HA HaIll B3IJIs,
0cob60e 3HayeHUe HUMEKT Npo6JeMbl 3aLlUThI
reHeTH4YeCKOH WHPOpMaIMH, MOJYYeHHOW MpH
NpUMEHEHHUU  BCIIOMOTATEJbHbIX  PENpPOAyK-
THUBHbBIX TEXHOJIOTHM Ha 3Tamne GpOpPpMUPOBAHMUSA
Y pa3BUTHUS IJIOAA.

IIPABOBOE PEIr'YJINPOBAHUE
NPEUMMILJIAHTALIMOHHOM

U IPEHATAJIbHOM TEHETUYECKOM
JHUATHOCTHKH B PocCUMiCKOH PEAEPALIMU

B HacTosilliee BpeMsi peNnpoAyKTUBHbIE
TEXHOJIOTMH MOJYYW/IM aKTUBHOE pa3BUTHE
B Poccuiickoit ®enepanuy, 0COGEHHO C y4eTOM
NpUMeHeHHs METO/I0B TeHETUUECKUX JIMarHOCTHK.
ByacTHOCTH, MprMeHeHHe B 0603HAaYeHHOU chepe
NpeHaTaJbHOW JUArHOCTHKHU W MpeuMILIaHTalH-
OHHOU reHeTHYeCcKoU JuarHoctuku (ganee - [1I/])

3 06 yrtBepxgeHun PefepasbHOH HAy4YHO-TEXHHYeE-
CKOW MNporpaMMbl pPa3BUTHSI TE€HETUYECKHX TEXHOJIOTUH
Ha 2019-2027 roapl : nmocTraHoBsieHue [IpaBuTesbcTBa PO
oT 22.04.2019 Ne 479 // CobpaHue 3akoHoAaTe bCcTBa PO.

ITPABOBOE 'OCYJAPCTBO: TEOPV 1 TIPAKTKA

2018. N2 49 (u. VI), cT. 7586.
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CIOCOGCTBYET POXKAEHUIO 3J,0POBOr0 MOTOMCTBA
y TMap C HacJAeJCTBEHHbIMU TeHeTHYeCKUMU
3a60/1eBaHUSIMH.

Ycnosuem npoBepenusa I aBasetca
3KCTpaKopnopasjbHoe omnosoTBoperue (IKO),
NpoBeJieHHe KOTOPOTO HANpsMYI0 CBSI3aHO CO
CTaUSIMH PA3BUTUS TPU KyJbTUBUPOBAHUH
3MOpHOHOB in vitro. [J1TaBHOe mNpeUMyleCTBO
nposegenusa I/l - oTcyTcTBUe CeleKTUBHOIO
npepbiBaHUsl  0epeMeHHOCTH, BO3MOXKHOCTb
0TO6paTh 3/J0POBbIE 3IMOPHUOHKI ellje A0 CTaJuH
MX UMIUIAaHTalUH, 4YTO, 6e3yCJ0BHO, MOBBILIAET
BEPOSITHOCTb POXKJeHUs1 pebeHka 6e3 AuarHo-
CTUPOBAHHOTO Y TMOTEHLUAJNbHBIX pOAUTENEN
reHeTH4YecKkoro 3aboJsieBanus [1, c. 4].

HopmaTuBHass 6asa, peryjaupymoiiass OTHO-
meHuss B chepe BCIOMOTraTeJbHBIX PENPOAYK-
THUBHbBIX TEXHOJIOTHUH, SIBJSETCS KOMIJIEKCHOU
M TpejcTaB/]eHa KakK akTaMu ¢eJepasbHOro
3HaYeHUs, TaK U aKkTaMu MUHHCTepCcTBa 3/jpaBo-
oxpaHeHus PO.

Ba3oBbIM aKTOM B CHUCTEMe 3/paBOOX-
paHeHus  sBasgerca @exepasbHbIA  3aKOH
oT 21 Hos16psa 2011 r. Ne 323-93 «06 ocHoBax
OXpaHbl 3Jl0pOBbs TrpaxkJaH B Pocculickon
depepanuu»®. JlaHHbIM HOPMaTHUBHBIA aKT 060-
3HAaUYeHHble MEeTO/bl TeHOAUATHOCTUK OTHOCHUT
K BUJAM CIelMaJlyM3UpPOBAaHHON, B TOM 4UCJe
BbICOKOTEXHOJIOTUYHOM, MeAULIMHCKON ITOMOIIIH.

PaccmaTpuBaemyw cdepy 3aTparvBaloT
Takke PeepasbHBIA 3aK0H OT 5 HIOHA 1996 T
Ne 86-®3 «0O rocysapCTBEHHOM peryJUpOBaHUHU
B 06JIaCTM TeHHO-WHXXEHEPHOU JeaTebHOCTH»?,
KOTOpbI BBOJUT U pacKpblBaeT IOHATHE
«reHOJJUarHOCTHKa», U DemepasbHbIA 3aKOH
or 23 wnioHg 2016 r. No 180-®3 «O 6uoMenmu-
IIMHCKUX KJIETOYHBIX IMPOAYKTax»®, mpeaMeToM
peryJinpoBaHus KOTOPOTO SIBJASIOTCS OTHOLIEHMUS,
CBsI3aHHbIE KaK C 00palleHueM GHOMeUIIMHCKUX
KJIETOYHBIX IPOJYKTOB, TaK U C JIOHOPCTBOM 6HO-
JIOTMYeCcKOro MaTepuaJa.

Ocob6oe 3HaueHUe B NPABOBOM peryJupoBa-
HUH BCIIOMOTATEJNbHBIX PENPOAYKTUBHBIX TeX-
HOJIOTUH MMeIOT akTbl MHUHHCTepCcTBa 3/paBo-
oxpaHeHus P®, 6osiee eTasbHO pPEryJUpYOIITeE
paccMaTpuBaeMyto chepy:

- npukas ot 31 wurona 2020 r. Ne 803H
«0 mopsijKke MCII0JIb30BaHUSI BCIIOMOraTeJlbHbIX
PENPOAYKTHUBHBIX TEXHOJOTHUNA, MPOTHUBOIOKA-
3aHMAX U OTPAHMYEHHUSAX K UX TPUMEHEHHUI0»,
KOTOPBIM COJIEPKUT TOKa3aHWSA U MPOTHUBOIO-
Ka3zaHWsl K NpPUMEHEHUI0 BCIOMOraTe/JbHbIX

4 Co6panue 3akoHoAaTenbcTBA PD. 2011. N2 48, cT. 6724.
5 Poccuiickas razeta. 1996. 12 uroJs.
6 Poccuriickas rasera. 2016. 28 vioHs.

7 Jloctyn W3 chpaB.-paBoBoU cucteMbl «KoHCysb-
tauTllmoc» (faTa o6pamenus: 01.06.2022).

PEeNpPOAYKTHUBHbBIX TEXHOJIOTHHU U B KOTOPOM OIlpe-
JleJIeHbl CDOKU TOJHOCTU Pe3y/IbTaTOB 06C1e/[0Ba-
HUH. TakKe B IpUKa3e OTPAXKEHO, YTO B IPOTPaM-
My rocrapanTuil Bxoaut IKO, kpuokoHcepBalys
Y IepeHOoC SMOPHUOHOB;

- nnpuka3 MuHucTepcTBa 34paBooxpaHeHus PO
oT 20 okTs16psa 2020 r. Ne 11301 «06 yTBepxae-
Huu [lopsika oka3aHUs MeJUIIMHCKOW TOMOIIU
M0 NPOQUIK «aKyLIepCTBO W T'MHEKOJIOTHUsS»S,
B KOTOPOM JeTaJlbHO perjaMeHTUPOBaHbl MPO-
1[eIypbl TpeHAaTAJIbHON JUATHOCTUKHU.

CnenyeT coryacMTbCi C MHEHHEM VYEeHbIX
0 TOM, YTO MpPaBOBOE PETYJMPOBAHUE TaKUX [U-
arHocTuk, ocobeHHo [II/l, HecMOTps1 Ha Ha/JIU4Ue
CrelMaJbHON NMPaBOBOM 6a3bl, MpeACTaBJIEHHOH,
npexze BCcero, akTaMd MHUHHCTepCcTBa 3/1paBO0X-
paHenus P®, HyxxmaeTca B JopaboOTKe U COIJIAco-
BaHUM C aKTaMU deJiepaibHOro 3HaueHus [2, ¢. 10].

O NPOBJIEMAX 3AIIUTbI TEHETHYECKOM
HH®OPMAIIMH, NTOJIYYEHHOU NIYTEM
NPUMEHEHHS METO/0B
NPEUMILJIAHTAILTMUOHHOM

U NIPEHATAJILHOM TEHETHYECKOU
JUATHOCTHKH

OTMeTHM HEeKOTOpble MPaBOBbIE MPOOJIEMBI,
BO3HHUKalOlIMe MpPU NPOBeJEHUN NpPeuMIlJaHTa-
UOHHOMW U IpeHaTa/IbHOU JUAarHOCTUKH, Halpsi-
MyI0 CBfI3aHHbIE C UCIOJb30BaHHWEM U 3aLIUTOHN
NOJIyYeHHOH B pe3y/ibTaTe TaKUX UCCAeJ0BAaHUU
reHeTU4YeCKOW UHPOpPMaIMHU.

Bo-mepBbIX, CTOUT 3aMeTUTh, 4YTO caMa
npaBoBasl NpUpPoO/Jia TeHEeTUUYECKON MHbOpMaL U1
U ompe/ieJieHre ee IPAaBOBOI'O PeXUMa Ha Ceroj-
HAUIHUH JIeHb HYXJaloTcs B fopaboTke. Tak, Pe-
JlepasibHbIN 3aK0H OT 3 fekabps 2008 r. Ne 242-@3
«O rocymapCTBEHHOW TeHOMHOHN perucrpanuu
B Poccuiickoit ®enepanuu» (1. 3 cT. 1) 1) onpene-
JisieT reHOMHY10 MHQOpMalLUIo KaK epCoHaIbHbIe
JlaHHbIe, BKJIIOYAIolMe KOAUPOBAaHHY0 HHMOpMa-
M0 006 ompejie/IeHHbIX PpparMeHTax J1e30KCUPU-
GOHYKJIEMHOBOM KHUCJI0ThI PU3NYECKOTO JIULA WU
HEOMO3HAHHOI0 TPYMa, He XapaKTepU3yIoliue UX
dusHosornueckue ocobeHHoctu’. B To ke Bpems
comlacHO mnoJsiokeHUsAM @PenepalbHOrO0 3aKOHa
oT 27 utons 2006 r. N2 152-®3 «O nepcoHa/bHBIX
JIAHHBIX» TeHOMHas UHQOpMaINKs TeCHO CBS3aHa
C KaTeropueil OHOMETPUYECKHUX IEPCOHATbHBIX
JaHHbIX (cT. 11) ¥ TpebyeT opopMJieHUs corIacusl
VH/IMBY/Ia Ha ee MOCIeAyIoUy0 06paboTKy U pac-
npoctpanenue (ct. 7).,

3aciay:KuBaeT MOJAJEPKKU MHEHUE UCCIEef0-

8 Jloctyn u3 cnpaB.-TpaBoBoW cucteMbl «KoHCy/b-
Ta"Tllnoc» (gaTa obpamenus: 01.06.2022).

9 Co6panue 3akoHoAaTenbCcTBa PD. 2008. N2 49, cT. 5740.
10 Cobpanue 3axoHozgaresnscrBa PO, 2006. N2 31 (. 1), ct. 3451.
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BaTeslell 0 TOM, YTO «TFeHEeTUYeCKyl HHpopMa-
[[UI0 CyO'beKTa HEKOPPEKTHO OTHOCHUTH TOJIBKO
K ero nepcoHa/bHbIM JAaHHBIM, MOCKOJbKY 06-
JajiatejeM JaHHOW MHGOpMaLUM SIBJISETCA He
TOJIBKO CaMo 110, npegocrasusliee /IHK, Ho ero
reHeTHYeCcKHe POACTBEHHUKH, KaK NpeAKH, Tak
U TNIOTOMKH, W, CJIe[loBaTeJIbHO, pa3pelleHrne Ha
ee paclnpocTpaHeHue He JO0JDKHO OoIpeJessaThCs
TOJIbKO BOJIEU3'bSIBJIEHUEM KOHKPETHOIO JIMLa»
[3, c. 43]. CooTBEeTCTBEHHO, BBHU/IY OCOOBIX XapaK-
TEPUCTUK TaKOW MHPOPMALUU MpPeJCTaBJIsSETC
Ba)KHBIM Ha 3aKOHO/|aTeJIbHOM YPOBHE OTHECTHU
ee K 0c060My CaMOCTOSITe/IbHOMY BUAY.

Bo-BTOpBIX, B CBAA3M C YKa3aHHOW NepBOH
npo6sieMol GOJIBLIYI0O BAXKHOCTh UMeEET obecre-
YyeHHe 0COo60ro pexuMa HCHO0JIb30BaHUA MOJIy-
4YeHHOU reHeTH4ecKoM MHpopMauuu AJs 6Jara
U UHTEePecoB He TOJIbKO ee HOCHUTeJs, HO U ero
KPOBHBIX POJCTBEHHUKOB. OCHOBHBIMU KpUTEPU-
M, CIY>KallMMU OCHOBAHUSMHU [JJIs1 PACKPBITUA
MM TakoW MHPOpMaLMH, SBJAITCA yCTaHOBJe-
HUe ¢daKTa NOTeHLUAJbHON Yrpo3bl 3J,0POBBIO
He TOJIbKO CaMOro NallMeHTa W JloKa3aTeJbCTBa
TOTO, YTO 3Ta UHPOPMALUA MOKET ObITh UCII0JIb-
30BaHa /151 NpeoTBpalleHusl Bpea.

C uesnpro obecnevyeHUs: KOHPUAEHIIUATBHO-
ctd uHbOpMaIMY, MOJy4eHHOW B pPe3yJbTaTe
reHeTHYeCcKOoro TecCTa, TpebyeTcs 3aKOHOATe /b-
HOe oIlpeJie/leHHe KpUTepHeB, Ha OCHOBAaHUMU
KOTOPBbIX BO3MO>KHbBl PEKOMEHJAllM{d Bpada IO
IIPMBJIEYEHUIO KPOBHBIX POJCTBEHHUKOB TaKOI'0
KJIMeHTa K IPOXO0>K/AeHHNI0 UMH COOTBETCTBYIOLIle-
ro reHeTHYeCKOT0 UCC/IeJOBAHUSI.

B-TpeTbux, cepbesHas npobyeMa BOSHUKAET
IpY UCIHO0JIb30BaHUU MHPOPMALIUK, TI0JTy4eHHOU
NOCpeACTBOM MNpuUMeHeHUs1 TexHoJsioruk IJKO
u [II/l. Takasg uHpopmaLus npesicTaB/seT UHTe-
pec, mpex/je BCero, A pPOAUTEJed, UMEIIIUX
1[eJIb 0TOOPaTh 3IMOPUOH C HAGOPOM KeJTaeMbIX
XapaKTepPUCTHUK, HalpHMep IO IOJIOBBIM IpHU-
3HaKaM WJM C UMMYHUTETOM K psifly 3aboJieBa-
HUM. B CBA3M € 3TUM B HayKe yKasblBaeTCsl Ha
3THUYECKYIO CIIOPHOCTb puMeHeHUs Metozga I1I/]
HCXOZS U3 BO3MOXXHOCTH 0TOOpa 3MOPUOHOB IO
OXHJaeMbIM KauecTBaM, IIOCKOJIbKY «O0TOOp Of-
HOro pebGeHKa IpenMyleCTBEHHO Nlepes pyruM,
MaHUIYJAALMU 110 YAYYLIEHUIO eT0 FeHoMa MOTyT
M3MEHUTb NPUPOJY POAUTENbCKUX OTHOLIEHHH
M B UTOre MOBJHUATbH Ha OOLIECTBO B LEJOM»
[4, c. 130].

TakuMm o06pa3oM, HaJWLO HeOOGXOAUMOCTh
BBeJleHM 3aKOHO/laTe/IbHbIX OTPaHUYEeHN reHe-
TUYECKUX MaHUIYJAALUN ¢ SMOPUOHOM YesloBeKa
npu nposefeHuu B npoueaype IKO metoza I

B HayuyHBIX CTaTbsX, NOCBSILEHHbIX JAHHOU
npo6JieMe, y4eHbIMHM HEOJHOKpPAaTHO YyKa3blBa-
JIOCb Ha 3THYECKYH CIOPHOCTb IpHUMeEHEeHUs

metona [I[Jl ucxons W3 BO3MOXKHOCTH OTGOpa
3MOPHUOHOB MO 3ampocy MNalUeHTOB, 4TO,
6eccriopHO, MOXKET OKas3aThb BJIMSHHE Ha [IEMO-
rpaduvecKyo CUTyaunuio B cTpaHe [5, c. 126;
6, c.64]. Takre JUCKYyCCUH CBSI3aHbI C OTCYTCTBHEM
JleraJlbHOTro CTaTyca 3MOpPHOHA B OTE4ECTBEHHOM
3aKOHO/IaTebCTBE.

[IpensiaraeM cieayoliye 3aKOHOJATe/IbHbIE
JOTIOJIHEHMS IPUMEHUTEBbHO K npoueaype II/:

- 3anpeTUTb pa3BUBATh YeJIOBEUECKUU
3MOPHUOH B 3KCTPAKOPMOPAJBbHBIX YCJIOBUSAX
JoJsiblie 14 nHed ¢ MOMeHTa OILIOJLOTBOPEHHUS
Y UMILJIAaHTAL M0 reHeTUYeCKU MoAUPUIIMPOBaH-
HOro asMbpuoHa. /laHHOe orpaHUYeHHEe TO3BOJIUT
HCKJIIOYATh BO3MOXXHOCTb MCIOJIb30BAaHUS 3M-
OpHOHA AJisI UHBIX, HE CBSI3AHHBIX C POXK/JEHUEM
3/I0pOBOTO MOTOMCTBA IieJiel (Hanmpumep, 3a60p
CTBOJIOBBIX KJIETOK U JIp.);

- perJiaMeHTHpPOBaTh C/Ay4yau JIOMycKa olpe-
JleJleHus 1oJla Ha paHHEM CPOKe M0 MoKa3aHUSAM
BbICOKOI'O pUCKA POXJeHUs pebeHKa C Hacje/-
CTBEHHBbIMU  3a60JIeBaHUSIMH,  CBSI3aHHBIMU
C TAaHHBIM NPU3HAKOM.

B-yeTBepThIX, UMeeT 3HaueHHe Mpoleaypa
JIeTaJIbHOTO ONpeJesieHus Cay4yaeB peasu3aluu
npaBa Ha uHpopMaNHUI O JoHOpaxX (6uoJsoTH-
YEeCKHUX pOJUTeJSAX) pebGeHKOM, PpOXKJeHHBIM
C MCII0JIb30BaHUEM TaKOr0 JOHOPCKOI'O TeHeTH-
4YeCcKOoro MaTepuaJa, jaxe ecjay 3Ta HHPpopMaus
COCTaBJIsIeT BpaueOHY0 TalHY.

Y4eHbIMU U paHee OTMeYyaJoCh OTCYTCTBUE
NpaBOBOM MO3WLIMU 3aKOHOJAATEJNs OTHOCH-
TeJIbHO peasu3allid MpaB JleTel, POXJAeHHbIX
C IOMOIIIbI0 MPUMEHEHUSI TeHOMHBIX TEXHOJIOTUH,
Ha uHpOpMaIMIO O CBOUX JlOHOpax (6HoJioruye-
CKUX POAUTEJISIX) U yKa3blBaslach NPo6esbHOCTb
3aKOHO/aTe/IbCTBA B 3TOM Bonpoce [7, c. 101].

OTMeTHM, UTO MpaBO AOHOpPA Ha ompefese-
HUe (mpeJloCTaBJieHHE €ero MaTepuasa MOMKET
ObITb KaK Ha YCJOBUSIX AHOHHUMHOCTH, TakK
Y OTKPBITOCTH — Ha ero BbIGOP) yiKe 3aKperJieHo
B MOJI3aKOHHBIX aKTaxX, HalpuUMep B NpHKase
MunsgpaBa Poccuu ot 31 utosig 2020 r. N2 803H
«O mops/iKke WCNOJIb30BaHUS BCIIOMOTaTeJ bHBIX
pPenpoAyKTHUBHbBIX TEXHOJIOTUH, IPOTHBOIOKA3a-
HUSX M OTPAaHUYEHUAX K UX IPUMeHeHHo» L,

C uesbio cobuto/ieHus: 6aJlaHCOB UHTEPECOB
He TOJIbKO JJ0HOpPa, HO U pebGeHKa, POXAEHHOI0
C IoMolIbl0 6MOMaTepHasloB JOHOPA, NpeJCTaB-
JISIeTCsl BaXKHBIM JIETaIbHO 3aKPENUTh €ro nNpaBo
Ha MOJIy4YeHHe COOTBETCTBYIOLIEH MHPOpMALUU
0 JIOHOpe, ec/u Takasg MHPOpMaLUs UMeeT 3Ha-
yeHHe [J TPaBUJBHOTO JWarHOCTUPOBAHUSA
HacJIe/ICTBEHHBIX 3a00/ieBaHUN pebGeHKa (Takue
MONpPaBKU KacalwTcad noJoxeHUH CeMeWHOTo

11 JlocTtyn u3 crhpaB.-IpaBoBOM cucTeMbl «KOHCY/b-
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koZiekca P® u fomkHbI 6bITh BHeceHbl B Defe-
pasbHbIN 3aK0H OT 23 utoHsa 2016 r. N2 180-03
«0 6GHOMeULMHCKUX KJIETOUYHBIX MPOAYKTAX»).
Jlns cobusrofileHUs Takoro mpaBa pebeHKa, po-
YKJ€HHOTO C MOMOIIbI0 MPUMeHEeHNUSI FeHOMHBIX
TEXHOJIOTUN, HEeOoOXOAMMO  3aKOHO/IAaTeJbHO
YCTAHOBUTb OOJIBIIMH TNPOMEXKYTOK BpeMeHHU
XpaHeHUs JaHHBIX 0 JloHOpe B apxuBe. C 1esbi0
BO3MOXXHOCTH MCKJIIOUEHUs MpaBa JOHOpa Ha
AHOHUMHOCTb B CYyZIle6HOM IMOpsi/IKe NPUBECTU
B COOTBETCTBHE MOJIOKEHHUS PeJiepaTbHbIX 3aKO0-
HOB U M10/I3aKOHHBIX aKTOB, KOTOPbIE 3aKPEIJISIOT
NpaBoO JOHOpa Ha omnpejiejeHue aHOHHMHOCTH.
BBecTu pacuivpeHHoe 006cje/[0BaHUEe TMOTEHIU-
QJIbHOTO JIOHOpa OGHOJIOTUYECKOT0 MaTepHuasa,
C BKJIIDOYEHHEM JIOTIOJTHUTEIbHBIX MOJIEKYJISIPHO-
reHeTU4YeCKHUX MeTO/I0B 006C/Ie/J0BaHHUS, KOTOPbIE
B JlaJIbHEHNIIIEM NOMOTYT pebeHKY, pOXK/JeHHOMY
IpU TNOMOIIM BCIOMOTaTeJNbHbIX TEXHOJIOTHH,
MOJIYYUTH OTBETHI HA BOIPOCHI, Kacaloliuecs ero
3/10pOBbs. B 3TOM CcBSA3M BUUM HEOOGXOAHUMOCTh
BHECEHUS MOMPABOK B COOTBETCTRYIOIME TPUKa-
3bl MUHHUCTEpPCTBA 3/paBooxpaHeHud P, perna-
MEHTHUpYIOL[Me MOPSAJ0K MeAULMHCKOTro obciie-
JIOBaHMUS JOHOPA GUOJIOTUYECKOT0 MaTepHraJia.

B-nsThIX, MOCTeneHHOe BHEJAPEHHE HEUH-
Ba3WBHOM MpeHaTaJbHOW JUAarHOCTUKA B OTe-
YeCTBEHHYI0 MPAKTUKY MeJUKO-TeHETHUYeCKOro
KOHCYJIbTUPOBaHUA /Il LIMPOKUX CJI0EB HaceJie-
HUSI TaKXKe CBSI3aHO C Mpo6JieMoM, Kacaroliencs
HCIIO0JIb30BaHUSl TeHeTHYecKod uHopManuu
B JINUHBIX [[EJIIX.

3¢ PekTUBHOCTD HEMHBA3UBHOM NMpeHaTalb-
HOUM JIUAarHOCTUKU MOATBEPKJeHa KJIWHUYECKU-
MU HccaenoBaHusaMHU [8, c. 35; 9, c. 445]. OgHako
NpoOCTOTa U 6e30MacCHOCTb ee NMPUMEHEHUS IO
CpaBHEHMUIO C MHBAa3UBHBIMHU METO/laMH, a TaKXe
«3QdEKTUBHOCTL MO pe3y/bTaTaM BbISBJIEHUS
cuHApomoB JlayHa, aBapaca u IlaTtay B cpaBHe-
HUU C KOMOUHUPOBAHHBIM TecToM» [10, c. 126]
BBISIBJISIET COMYTCTBYWOILYI Npo6jeMy - BO3-
MOXXHOCTb TAllMEHTOB MpPepBaTh GEpPEMEHHOCTh
6e3 MeIMMHCKUX OKa3aHUH, 10 CBOUM JINYHBIM
KpUTepusM (K NpUMepy, He3HAYUTEeJbHbIE OT-
KJIOHEHUSI B pa3BUTHUH, He BJUAIOLIME B LEJOM
Ha »KU3HEeCNOoCOOHOCTh OYyAyllero pebeHka) u 6e3
JIOMOJIHUTENbHOr0 06c/ie0BaHusl. B aToi cBA3U
y4YEHBbIMU CIPABEJJIMBO YKa3bIBAETCS BJIMSIHHUE
TAaKOr0 MeTO/a Ha CHIDKeHUe AeMorpaduiecKux
nokasaTesjel B CTpPaHe KaK O/JHO U3 OCHOBHBIX
MoCJIeICTBUM ero npuMeHeHus [11, c. 155].

B Hacrosiee Bpewms, comtacHo Pegepalib-
HoMy 3akoHy N2 323-®3 «006 ocHOBaX OXpaHbI
3/10poBbs rpaxkjaH B Poccuiickoit @egepanum»,
YYUTBIBAE€TCSA NpPaBO KEHIUHb]I Ha NpepbIBaHUe
6epeMeHHOCTH BHE 3aBHCUMOCTHU OT MeJUIIMH-
CKUX NOKa3aHWM, HO TOJIBKO Ha paHHUX CpPOKax

pasBuTHsA m1oja (o 12 Hexenb). Ha 6osiee mo3a-
HUX CpPOKaxXx pa3BUTHUsA IJI0la TakKoe MpPaBo
OrpaHMYeHO MeAMLUMHCKMMU [OoKa3aHUAMM'Z,
B 9TOH CBAA3U peKOMEH/0BAaHO 3aKOHOAATEJIbHO
ONpe/ie/IUTh CPOK COOGILIEHHS Pe3ysbTaTOB He-
VHBAa3UBHOM NpeHATaJbHOW AUAarHOCTUKY MaLu-
eHTaM - ¢ 12 HeZlesib pa3BUTHUA IJ10JA. 3aMETUM,
YTO TaKasl MPAKTHKA y>Ke UMEeTCs B HEKOTOPbIX
MeJULUHCKUX LeHTpaX.

B-11ecThIX, Ha CEeroAHSALIHUN JeHb aKTyaJleH
BOIIPOC O BO3MOXKHOM peasiM3aluy rocygapcTBOM
npaBa BMEIIUBATbCA B MPOLECC MPUHSTHUS T0-
TeHLMaJIbHbIMU POAUTEJISIMU PELIEHUS O POXK/€e-
HUU JeTel c hcnosb3oBaHueM TexHosorui JKO,
MeTooB [II'/l, CRISPR u gpyrux Texuosoruii. Ko-
HEYHO, B 6OJILITMHCTBE CTPAH TaKOe BMelllaTe b-
CTBO TOCyJapCTBa HEeAONYCTUMO, B TOM YHCJe
u B Poccuiickoit ®epepaiuu, oJHaKO HE CTOUT
OTPUIIATh TOT (AKT, YTO TaKas HEOOXOJHUMOCTb
MMeeTCs B OTHOIIEHUW Map C TE€HETUYECKHUMU
OTKJIOHEHUSIMH, MOCKOJIbKY CyLIeCTBYET 3HauM-
TeJIbHbIN PUCK POXKJEHUS UMHU pebeHKa C TAaKUM
»Ke TeHEeTUYeCKUM J1ePEKTOM.

OrpaHuyeHde TmpaBa TrocyJapcTBa Ha
BMellIaTeJbCTBO B MPOLECC MPUHATHSA NMOTEHLU-
QJILHBIMU POAUTEJSIMU PelleHUsT O POXJAEHUU
JeTeld C HCIOJb30BaHHMEM BCIOMOraTe/JbHbIX
PEeNnpoOAYKTUBHbBIX TEXHOJIOTUN HE CIIOCOGCTBYET
POXXAEHHUIO U PA3BUTHIO 3J0POBOT0 MOKOJIEHUS],
Gosiee TOro, TMpeAIoJaraeT oOlpejejieHHbIe
CYlLLleCTBEHHbIE pacCXobl Ha COJAEpKaHUE JIHUI]
CTeHEeTUYEeCKMMU OTKJIOHeHUsAMU. [losiaraem, 4To
nos06HOEe BMelaTe/IbCTBO TOCyIapCTBa CJAeAYeT
NpPU3HATH JIONYCTUMbIM, COOTBETCTBEHHO, TaKasi
HHbOpMalKs B OTHOLIEHUH NAap C UMEIUUMHUCS
reHeTUYECKMMHU OTKJIOHEHUSIMM [OJDKHA OBITh
JloBeJileHa [0 CBeleHHs1 COOTBETCTBYIOUIMX Opra-
HOB. Kpome TOro, UMeHHO B OTHOIIEHUU TaKUX
nap JO0J/DKHO ObITh YCTAaHOBJIEHO 00si3aTesIbHOE
JonosiHuTenbHOoe mnpoBefeHue I/l ¢ wesbro
HCKJIDYEHHUSI POXKJIeHUS OOJIbHOTO pebeHKa.

B-ceibMbIX, HeMaJIOBaXXHYI  MNpobGJieMy
COCTaBJIsIET 00ecIieueHre COXPAHHOCTH MOJIy4YeH-
HOU TeHeTU4ecKoW HHopMaluud B pe3y/bTaTe
reHOJAWAarHoCcTUKU. B HacToslllee BpeMsi pacTeT
NpaKTUKa CO3JJaHUSI COOGCTBEHHBIX T€HOMHBIX
0aHKOB B YaCTHBIX MeJUKO-T€eHETHYECKUX I[eH-
Tpax, 6J1arofjapsi KOTOPbIM €CThb BO3MOXXHOCTb
XpaHUTb OHWOMaTepHaJ] B PA3JIUYHBIX IEJAX
(penpo/lyKTUBHbIE, MCCIEI0OBATENbCKUE U AP.).
OCHOBHOM pUCK JeSTeJbHOCTH OHOOAHKOB
CBSI3aH C HapylIeHHeM IpaB rpakJjaH Ha TalHY

12 06 yTBep/ileHHUH TepeyHs] MeJUIMHCKUX TTOKa3aHUH
JUIT UCKYCCTBEHHOTO TpEepbIBaHUsI GEpPEeMEHHOCTH : MPHUKa3s
MuHucTepcTBa 3/ipaBconpasBuTus PO ot 03.12.2007 Ne736 //
BrosuleTeHb HOPMaTUBHBIX aKTOB (efiepaibHbIX OPraHOB HC-
MOJIHUTEJIbHOM By1acTy. 2008. N2 9.
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Y HENIPMKOCHOBEHHOCTb [IePCOHAIbHBIX JJAHHBIX.
Takue HapylleHUs1 UMEOT MeCTO NPHU He3aKOH-
HOM cOope M XpaHeHUMH OHOMaTepHuaJioB, NpHU
MCIOJIb30BAaHUU OHOMaTepHasioB 6e3 coriacus
JoHopa U Ap. [loaTomy cnpaBef/iMBO MHeHMe
M.H. MasieHO# 0 TOM, YTO KOHTPOJIb 32 I€SITEb-
HOCTbIO OGHOGAHKOB CO CTOPOHBI TOCY/[apCTBa
«B ¢dopMe JIUIEH3UPOBAHUSI [esTeNbHOCTH,
OTYETHOCTH, YCTaHOBJEHUS B ¢eJlepabHOM
3aKOHEe OTJeJIbHbIX 3alpPeTOB M OrpaHUYeHHUH,
Heo6xoauM»3[12, c. 105].

Mexay TeM poCCUIICKOe 3aKOHOJaTeJabCTBO
0 J[esITeJbHOCTU OGMO0GAHKOB He 006Js1aZjaeT CHC-
TEMHOCTBIO, OTCYTCTBYIOT 4YeTKHe TpebGOBaHMS,
NI03BOJIAIOIIME 00ecleYUuTb COXPAaHHOCTb TeHe-
THYeCKOW MHPOPMALUKU B pe3y/bTaTe XpaHeHUs
6uoMaTrepurasa B TaKUX 6aHKaX, a HaJM4YKe TOJIb-
KO MHOOPMHUPOBAHHOTO COIVIaCUsl OT MalyeHTa
He pellaeT Mpo6/eMy HeCaHKLHUOHUPOBAHHOIO
WCII0JIb30BaHUsI TakoW uHpopMmanuu. Beaeact-
BUE 3TOT'0 BUJUTCS HEOO6XOAUMBIM pa3paboTaThb
OTZeJIbHbII HOPMAaTUBHBIN aKT, ONpeessol i
IpaBOBOM CTAaTyc 6M0GAHKOB, MPUHLUIBI UX Je-
SATEJbHOCTH, ClelMPUKY yrpaBJIeHHs], TPAaBOBOMN
peXHM MMYIIeCTBa, IpaBu/ia B3AaUMOOTHOIIEHUH
C JOHOPaMH.

13 lwuraTa npuBejieHa C COXpaHeHUeM NYHKTyal U
opurnHaina. - [Ipum. pen,.

BbIBO/IbI

BoisiBsieHWe psfa npob6JeM, CBSI3aHHBIX
C 3alUTON reHeTH4YecKoW HHOpMALUH, IMOJIY-
YeHHOM B pe3yJibTaTe MNpeuMIJIaHTAalMOHHOU
Y IpeHaTa/IbHOW reHeTUYeCKUX JUArHOCTHUK, M0-
3BOJIIET COTJIACUTBCSA C MHEHUEM yYEHBIX O TOM,
YTO «0TeYyecTBeHHas HopMaTHBHas 6a3a Poccuy,
peryaupytomias chepy reHeTHYeCKHX UCCIej0Ba-
HUH, B HacTosllee BpeMsl HaXOJUTCA TOJIbKO Ha
Haya/JIbHOM 3Tare ee pa3BuTtus» [13, c. 24].

Y4yuThIBasgs WHTEHCUBHOE pa3BUTHE TeX-
HoJloTUH B cdepe reHETHYECKUX JUArHOCTHUK,
a COOTBETCTBEHHO, YBEJUUYEHUE BO3MOXKHOCTEHN
pPa3/IMYHbIX MAHUMYJISALUNA C TEHOMOM 4YeJI0BEKa,
BUJIUTCS HE06X0AUMbIM 3G PEKTHBHO 3alUIIATh
npaBa rpaxaaH. 0603HaueHHbIE B HUCCJIeJ0BAaHUN
npo6JyieMbl B JlaHHOU cdepe TpebywOT COBep-
LIEHCTBOBAaHUSA JEHCTBYIOILEr0 0T€4YeCTBEHHOTO
3aKOHOJATe/NbCTBA JKMO60 TMNyTeM MPUHATHSA
KOMIIJIEKCHOTO $e/lepajibHOTO 3aKOHA, [IeTaJbHO
peryavpymouero MNpUMeHeHHEe MOJIEKY/ISAPHO-
reHeTUYeCKUX TEeXHOJIOTHH C Cob6JIoJleHueM
npaB 4YeJjioBeKa, JIMO0 TMOCPeJCTBOM BHeCEHHUs
CYLLleCTBEHHBIX MOMNPABOK B yXKe AEeWUCTBYHOIUeE
HOpMAaTHBHbIE aKThI.

CIIMCOK UCTOYHUKOB

1. BapanoB A.A. TenjeH1IMKU 3a60/1€BAa€MOCTH U CO-
CTOsSIHHE 3/10POBbsl JIeTCKOro HaceseHusi Poccuiickoit ®e-
fepauuu / A.A. BapaHos, B.I0. Anb6unkuii, A.A. BaHOBa,
PH. Tepnenkas, C.A. KocoBa // Poccuiickuii nepnaTpude-
CKUH )ypHaJ. — 2012. - N2 6. - C. 4-9.

2. Komaposa B.B. MexayHapogHo-npaBoBoe pe-
ryIupoBaHue NperuMILJIaHTallMOHHOU reHeTHUYeCKOH
puarHoctuku (IIT]) u TeHAeHUMU pa3BUTHS POCCHU-
CKOTO 3aKOHOAaTeJbCTBa B cdepe BCIOMOraTebHbIX
penpoAyKTUBHBIX TexHojorud / B.B. Komaposa, H.A.
AnteiHHUK, M.A. Bopopuna, E.W. CyBopoBa, C.C. 3eHum,
['H. CyBopoB // Lex Russica. - 2019. - N2 6 (151). - C.9-17. -
DOI: 10.17803/1729-5920.2019.151.6.009-017.

3. Bnagumupos B.10. K Bompocy o 6e3omacHocTu re-
HoMHOU uHpopmanuu / B.1O. Bragumupos, U.H. Top6ynuH-
ckas, C.H. Ky6ourtosuy // Buocdepa. - 2018. - T. 10, Ne 1. -
C. 42-47.

4. borganoBa E.E. OTmenbHble Npo6GJieMbl 3alIUThI
npaB TpaXJaH IpPU HCNOJb30BAaHUU TE€HOMHBIX TEeXHO-
goruki / E.E. bormanoBa, M.H. Manewuna, /I.C. Kcenodon-
ToBa // Lex Russica. - 2020. - Ne 5 (162). - C. 129-142. -
DOI: 10.17803/1729-5920.2020.162.5.129-142.

5. XycanHoBa P.U. CoBpeMeHHbIE MOJIEKY/ISIPHO-TeHE-
THUYeCKHe TEXHOJIOTUH B MeJJULIMHEe: ITUYEeCKHe U TPAaBOBbIe
Bonpockl / PU. XycauHoBa, E.B. AxtamoBa, U.P. MuHHuax-
MetoB, PU. Cynranosa // [lpaBoBoe rocyjapcTBo: Teopus
U mpaktuka. - 2020. - Ne 2 (60). - C. 123-133. -
DOI: 10.33184 /pravgos-2020.2.11.

REFERENCES

1. Baranov A.A, Albitsky VYu., Ivanova AA,
Terletskaya R.N., Kosova S.A. Trends and the health status
of the child population of the Russian Federation. Rossiiskii
Pediatricheskii Zhurnal = Russian Pediatric Journal, 2012,
no. 6, C. 4-9. (In Russian).

2. Altynnik N.A, Komarova V.V, Borodina M.A,
Suvorova E.I, Zenin S.S., Suvorov G.N. International legal
regulation of preimplantation genetic diagnostics (PGD) and
trends in the development of Russian legislation in the field of
assisted reproductive technologies. Lex Russica, 2019, no. 6
(151), pp. 9-17. DOI: 10.17803/1729-5920.2019.151.6.009-
017. (In Russian).

3. Vladimirov V.Yu., Gorbulinskaya L.N., Kubitovich S.N.
The issue of genomic data security. Biosfera = Biosphere,
2018, vol. 10, no. 1, pp. 42-47. (In Russian).

4. Bogdanova E.E, Maleina M.N, Ksenofontova D.S.
Certain problems of citizens’ rights protection when using
genomic technologies. Lex Russica, 2020, no. 5 (162),
pp. 129-142. DOI: 10.17803/1729-5920.2020.162.5.129-
142. (In Russian).

5. Khusainova R.I., Akhtyamova E.V,, Minniahmetov LR.,
Sultanova R.I. Modern molecular genetic technologies
in medicine: ethical and legal issues. Pravovoe
gosudarstvo: teoriya i praktika = The Rule-of-Law State:
Theory and Practice, 2020, no. 2 (60), pp. 123-133.
DOI: 10.33184 /pravgos-2020.2.11. (In Russian).

6. Khayat S. Sh., Kurilo L.F, Chernykh V.B. Assisted
reproductive technologies and legal aspects of sex
selection. Andrologiya i genital’'naya hirurgiya = Andrology
and Genital Surgery, 2019, no. 20 (2), pp. 64-68.
DOI: 10.17650/2070-9781-2019-20-2-64-68. (In Russian).

ITPABOBOE 'OCYJAPCTBO: TEOPV 1 TIPAKTKA

(5]



YacTHOIIpaBOBBIE ITPO0JIEMBI COBpEMEHHOVI IOPUCIIPYAeHINN

6. Xaar C.II. BcnomoraresbHble penpoAyKTUBHbIE
TEXHOJIOTUM W TpaBoBas NpobJjeMa BbIGOpa mosia MJIO-
fa / C.I. Xasart, J1.®. Kypuno, B.b. Yepnbix // AHJiposorus
Y reHUuTasNbHas xupyprus. - 2019. - Ne 20 (2). - C. 64-68. -
DOI: 10.17650/2070-9781-2019-20-2-64-68.

7. XycanHoBa P.U. IOpuanyeckrie mpo6eMbl 3alIUThI
npaB 4esioBeka B Poccuiickoil ®esiepaliuy npu HUCHOJIb30Ba-
HUU MOJIEKY/ISIPHO-TeHETUYeCKUX TeXHOJIOTUH B MeJiUIMHe
/ PU. XycannoBa, U.P. MunuuaxmeTtos, b.U. flnaes, E.B. AxTs-
MOBa, J.M. Ancein6aeBa // 'enbl u kieTku. - 2021. - T. XV,
Ne 3.-C.97-103.-DOI: 10.23868/202110014.

8. KameeBa TK. HoBble TexHOJOTMU W TEHJEHLIUU
pa3BUTHs TNpeHaTajibHOU guarHoctuku / T.K. Kameesa,
T.B. KysHenoBa, B.C. bBapanos // XKypHaJs akymepcTBa 1 XKeH-
cKkux 6osie3Heil. - 2017. - Ne 66 (2). - C. 33-39.

9. Salomon LJ. Risk of miscarriage following
amniocentesis or chorionic villus sampling: systematic
review of literature and updated meta-analysis /
L.J. Salomon, A. Sotiriadis, C.B. Wulff, A. Odibo, R. Akolekar //
Ultrasound Obstet Gynecol. - 2019. - Ne 54. - P. 442-451. -
DOI: 10.1002/uo0g.20353.

10. OneneB A.C. HopMaTHBHO-IpaBOBOE peryJHpoBa-
HUE JI0POJI0BOTO CKPUHHHIA C HCIOJb30BaHWEM HEHHBa-
3MBHOTO NpeHaTabHOTO TecTa B Poccuiickoit Pesepanuu /
A.C. Onenes, E.E. bapanoBa, 0.B. Caraipgak, A.M. lanak-
ThoHoBa, M.C. BenenukuH, B.A. THetenkas, ['H0. 306koBa,
E.B.KocoBa, M.B. Makaposa, E.H. Conrosioa // Bonpocbl ruHe-
KOJIOTMH, aKylllepcTBa U neprHaTtosioruu. — 2020.- N2 19 (6). -
C.124-132.-DOI: 10.20953/1726-1678-2020-6-124-132.

11. AxtamoBa E.B. IlpaBoBble U 3THYeckue mpobJie-
Mbl MPUMEHEHUs] HEMHBA3HBHBIX NpPEHATAJbHbIX TECTOB B
Poccuiickoit @enepanuu / E.B. AxtamoBa, PU. CyntaHoBa,
9.M. Ancein6aeBa, U.P. Munnuaxmeros, PU. XycanHosa //
EBpasuiickuil topuindeckui )xypHas — 2021. - N2 9 (160). -
C.154-158.-DOI: 10.46320/2073-4506-2021-9-160-154-157.

12. Maneuna M.H. [IpaBoBoii cTaTyc 6uo6aHka (6aHKa
OUOJIOTUYECKHX MaTepuasioB yesioBeka) / M.H. Maseuna
// Npago. XKypnan Briciieii mkosbl 9koHOMUKH. — 2020. -
Ne1.-C.98-117.-DOI:10.17323/2072-8166.2020.1.98.117.

13. Py3anoBa B./l. [Ipo6sieMb! Jieraqu3anuu U UCHOJIb-
30BaHUsl IeHETHYEeCKHUX TEXHOJIOTUH W JAHHBIX LHUPKaJHU-
aHHOU ¢usnosornu B chepe npodpeccuoHasbHOrO oT60pa /
B./l. PysaHoBa, B.U. Bensikos // l0puguyeckuit BectHuk Ca-
Mapckoro yHuBepcuteTta. - 2020. - T. 6, Ne 2. - C. 28-35. -
DOI: 10.18287/2542-047X-2020-6-2-28-35.

NH®OPMALIUA OB ABTOPE

7. Khusainova RI, Minniakhmetov LR,
Yalaev B.I., Akhtyamova E.V, Alsynbaeva E.M. Legal problems
in the use of molecular genetic technologies in medicine. Geny
i kletki = Genes and Cells, 2021, vol. XVI, no. 3, pp. 97-103.
DOI: 10.23868/202110014. (In Russian).

8. Kascheeva TK., Kuznetzova TV, Baranov V.S. New
technologies and trends of prenatal diagnostics. ZHurnal
akusherstva i zhenskih boleznej = Journal of Obstetrics and
Women'’s Diseases, 2017, no. 66 (2), pp. 33-39. (In Russian).

9. Salomon L.J., Sotiriadis A., Wulff C.B., Odibo A,
Akolekar R. Risk of miscarriage following amniocentesis or
chorionic villus sampling: systematic review of literature and
updated meta-analysis. Ultrasound Obstet Gynecol, 2019,
no. 54, pp. 442-451. DOI: 10.1002 /uog.20353.

10. Olenev A.S. Baranova E.E, Sagaydak O.V,
Galaktionova A.M. Belenikin M.S, Gnetetskaya VA,
Zobkova G.Y., Kosova E.V, Makarova M.V, Songolova E.N.
Prenatal screening and non-invasive prenatal testing
regulation in the Russian Federation. Voprosy ginekologii,
akusherstva i perinatologii = Gynecology, Obstetrics
and Perinatology, 2020, no. 19 (6), pp. 124-132.
DOI: 10.20953/1726-1678-2020-6-124-132. (In Russian).

11. Akhtyamova EV, Sultanova RI,
Alsynbaeva E.M. Minniakhmetov LR, Khusainova RI. Legal
and ethical problems of application non-invasive prenatal tests
in the Russian Federation. Evrazijskij yuridicheskij zhurnal
= Eurasian Law Journal, 2021, no. 9 (160), pp. 154-158.
DOI: 10.46320/2073-4506-2021-9-160-154-157. (In Russian).

12. Maleina M.N. Legal status of a biobank (bank
of human biological materials). Pravo. Zhurnal Vysshey
shkoly ekonomiki = Law. Journal of the Higher School of
Economics, 2020, no. 1, pp. 98-117. DOI: 10.17323/2072-
8166.2020.1.98.117. (In Russian).

13. Ruzanova V.D., Belyakov V.I. Problems of legalizing
the use of genetic technologies and circadian physiology
data in the professional selection system. luridicheskiy
vestnik Samarskogo universiteta = Juridical Journal
of Samara University, 2020, vol. 6, no. 2, pp. 28-35.
DOI: 10.18287/2542-047X-2020-6-2-28-35. (In Russian).

AxTtsimoBa EBrenus BI/IKTOpOBHa — KaHAUAAT OPpUANYECKUX HAayK, JOLEHT, JOLEHT Ka(beﬁlpbl rpaXXKJaHCKOr'o nmpasa HHCTI/ITyTa

InpaBa BaLI.IKI/IpCKOI"O rocylapCTBEHHOI'O YHUBEPCUTETA,
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Ba BaLUKI/IpCKOFO roCyAapCTBEHHOI'O YHUBEPCUTETA,
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