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FTOCYAAPCTBEHHOE PErYJIUPOBAHME

M CAMOPETYJIMPOBAHMUE OTHOLUEHUMH

B COEPE FEHETUMECKMX UCCIIEAOBAHMM:

K ®DOPMHWPOBAHMIO ONTUMAJIBHOX MOJIU

B coBpeMeHHbIX YCoBMSX pa3BuUTuE re-
HETUKWN U MPUKNAAHON FEHOMHOM MeaNLUMHbI
CBS13aHO C ABYMSI HarnpaBfIEHUSIMU, KOTOPbIE
0OKas3blBalOT camMoe HeNnocpencTBEHHOE BU-
SIHMS HAa NPaBOOTHOLLUEHMS B cepe 3aLnThbI
npaB M 3aKOHHbIX MHTEPECOB JINYHOCTU, -
peyb MOET O reHoAMarHoCTUKE U reHoTepa-
nun. leHogmarHocTuka, B CBOK O4Yepenb,
CBfi3aHa C FEeHeTMYeCckUM TeCTUPOBaHMEM
NnMbo KOMMJIEKCHbIM UCCNeaoBaHNEM reHo-
Ma YesioBeKa, C LESblO BbIBNIEHUS TEX UK
MHbIX 3HAYNMbIX, FEHETUYECKN OOYCIOBNEH-
HbIX OCOOEHHOCTEeN WM XapakTepUucTuK.
Henb3s He OTMETUTb, Y4TO YCIYr Mo reHeTn-
4eCckOMy MCCNeaoBaHUIO 1 NMEePCOHabHOMY
reHOMHOMY TeCTUPOBAHMIO MOCTENEHHO
BXOOSAT B YMCO MOMYNSPHbIX, OKa3blBAEMbIX
KOMMEPYECKUMUN MEOULMHCKUMU OpraHu-
3aumamMmn. CooTBETCTBYIOLWMIA BN, UCCNEO0-
BaHW 1 TECTOB NO3BONFET PUINYECKUM NTN-
uam rnosnyyatb AOCTYN K LUMPOKOMY CNeKTpy
MHdopMaLMn, NCMOJSIb30BaTb KOTOPYK MOX-
HO ON19 NNAaHUPOBAHUS CEMbU, NIEYEHUS Ha-
CNeACTBEHHbIX U MHbIX reHeTUn4Yecknx 3abo-
neBaHWin, 3MeHeHns obpasa XU3Hu, ¢ Le-
N0 YNYYLWEHUS COCTOSIHUS 300POBbS U
apyrux uenen. Pesynbratbl reHETUYECKUX
nccnenoBaHuii B LLESIOM MOryT OblTb UC-
Nosb30BaHbl MO CeayloWwyM OCHOBHbIM Ha-
npaesneHuam: 1) ona BbiABNeHUA npegpac-
MOJIOXXEHHOCTM K ONMpPeaesIeHHbIM reHeTuye-
CKkM 00YyCNOBNEHHbIM 3a060NeBaHNSAM, OLLEH-
KM PUCKOB UX Pa3BUTUS 1 MPOrHO3UPOBaHUS
Oyoywero nedeHnss 1 NpoduUnakTUyeckux
MeponpuaATUIA; 2) ANa NnaHNpPoOBaHUS CEMbU
npv NPMMEHEeHN BCNOMOraTelbHbIX Penpo-
OYKTUBHBIX TEXHOMOrNiA; 3) ANs KOMMIekc-
HOM OLEHKN PUCKOB B OOOPOBOSILHOM NNY-
HOM CTpaxoBaHW1M, a TakXke PUCKOB, CBSA3aH-
HbIX C TPYOOYCTPOMCTBOM; 4) ons AanbHen-
LINX HAYYHbIX N3bICKaHWUIA.

B Poccuiickoin Depepaunn,nencresyet
denepanbHbIli 3akoH 0T 3 aekabps 2008 .
N2 242-P3 «O rocynapCTBEHHOW FrEHOMHOM
peructpaunn B Poccuiickon denepaummn».
OpHako, HOPMbI A@HHOIO 3aKOHa OrpaHmnye-
Hbl KPYrOM MPaBOOTHOLUEHUIA, CBA3AHHbLIX C
o6s3aTeNibHO 1 A0OPOBOSILHON FEHOMHOMN
perncTpaumein B Lensax yCTaHOBIEHUS NY-
HOCTM'. HECKONIBKO YNOMWUHAHUIM O reHeTu-

T Cm.: O rocynapCTBEHHOM FeHOMHOM perncTpaumm
B Poccuiickont Pepepaunn: GenepanbHblil 3aKOH OT
3 nexkabpsa 2008 r. N2 242-d3 (B pen. ot 17 nekabps
2009 r.) // CobpaHne 3akoHopaTenscTBa Pd. 2008.
Ne 49. Ct. 5740.

YeCKMX NCCNenoBaHUsIX coOepxuT B cebe
CewmeiiHbIi kogekc PO — Tak, cT. 15 npenyc-
MaTpuBaeT BO3MOXHOCTb MEOULMHCKOrO
obcnenoBaHus nuu, BCTynawwmx B 6pak, B
06bEeM KOTOPOro BKJIKOHAETCH TakXe U KOH-
CYyNbTMPOBaHME MO MEAUKO-FEHETUYECKUM
BOMpOCaM, a Takxke OTAeflbHble HOPMAaTMB-
Hble NPaBOBble aKThl, KacaloLMecs BCNOMO-
ratefibHbiX PEnPOAYKTUBHbBIX TEXHONOrMin2,
OpHako n 30ecb, roBOpst O FEHEeTUYECKUX
nccnefoBaHusX, 3aKOHOA4ATENb OrpaHuyn-
BaeT nx chepon NAaHNpPOBaAHUS CEMbU, HE
paccmaTtpuBas npy 3TOM NogpobHO npo-
6nem onpegeneHns NnpaBoBOro craryca me-
OVLUMHCKUX OpraHmM3aumin, 0KasblBaloLmx
COOTBETCTBYIOLIME MEOULIMHCKME YCNyrK, a
pPaBHO 1 NPOMECCUOHANIBHO-3TUYECKUX Tpe-
60oBaHMN K COOBLLECTBY CMeunanancToB no
reHeTuke.

B oTe4yecTBEHHOI Hay4YHON nuTepaType
CcnpaBefiMBO OTMEYAETCH, 4To cdepa reHe-
TUYECKMX UCCef0oBaHNIA BECbMA LUMPOKA U
MOXeT OXBaTblBaTb COO0I Kak B3POCSIOe Ha-
ceneHve, Tak WU HeCOBEPLUEHHONETHUX, a
TaKkke MOXET MPUMEHATLCA K HEPOXOEH-
HbiM®. AKTUBHO BHEApSieTCs Takas MeToam-
Ka, Kak MNpeuMMIaHTauMOHHas reHeTunye-
cKkasi AnarHocTurKa, Kotopas OCyLLLEeCTBNSET-
CSl NPV PenpoayKTUBHbIX TEXHONOMNSAX, CBS-
3@HHbIX C WCKYCCTBEHHbIM MOMELLEHNEM
aMbpuroHa B MaTKy >XeHLUMHbl.[TpoBeaeHne
MaCCOBOI0 CKPUHWHIa BCEro B3POC/IOro Ha-
ceneHus, Co34aHne reHeTUYEeCcKoro nacnop-
Ta KaXAOoro rpaxgaHvHa CcnocobHbl NOpo-
OnTb 3noynoTpebneHus®. MpakTuka yxe no-
Ka3blBaeT, YTO Hambonee 3anMHTEPECOBaH-
HbIMW NMUAMU B MONYYEHUN FTEHETUYHECKON
MHbopMauun ABASIOTCS KPeauTHble, CTpa-
XOBble OpraHusdauum, pabotogarenun®. baH-
KM MOIyT cO34aBaTh AOMNONIHNTENbHbIN CTpa-

2 Cwm.: NMpukas Munagpasa Poccun ot 30 asrycta
2012 . N2 107H (B pea. ot 01 deBpansa 2018 r.) «O
nopsake WCMOSIb30BaHNSA BCMOMOraTesibHbIX pe-
NPOAYKTUBHbIX TEXHONOMMIA, MPOTUBOMOKA3aHUSAX 1
orpaHvyeHnsx K ux npumeHexuio» // Poccuinckas
razeta. N2 78/1.2013. 11 anp.

8 Cwm.: Pacconog WU.M., Yy6ykosa C.I., Mukyposa
N.B. BMOMETpUsa B KOHTEKCTE MEPCOHAsNbHbIX AaH-
HbIX N FeHeTnYeckon nHdopmMauvmn: NpaBoBbIE NMPO-
6nembl // Lexrussica. 2019. N2 1. C. 116.

4 Cwm.: Pomanrosckuii I.5. MpaBoBoe perynuposaHune
reHeTu4ecknx nccnemoBaHunin B Poccumn n 3a pybe-
xowm // Lexrussica. 2016. N2 7. C. 99.

5 Cm.: Knonnepc B.M. leHeTuka, reHomuvka v npa-
Ba Yenoseka // NpeueneHTsl EBponernckoro cyga no
npaeam yenoseka. 2018. N2 3. C. 38.
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KoHcTuTyuus,

-

XOBOYHbI MEXaHWU3M Mpu BblAENEHUU O0N-
rOCPOYHbLIX KPeAUTOB TEM rpaxgaHam, Ko-
TOpble MMEKT NpeapacrnosoXeHHOCTb K
onpeneneHHbiM 3abonesaHuam. PaboTona-
TeNb MOXeT ycTaHaBnmBatb Gapbepbl Npu
npvemMe Ha paboTy, OTkasblBag couckaTe-
N9M  OOJ/IKHOCTEN, KOTOpPble MOryT MMETb
npeapacnosioKEHHOCTb K HEKOTOPbLIM MpPO-
deccrnoHanbHbIM 3a001eBaHUAMS.,

Ycnyrm no reHeTn4eckomy umccrnenosa-
HUIO W MEPCOHaNIbHOMY FEHOMHOMY TECTU-
pPOBaHWIO CTAHOBATCS BCce 6onee AOCTYMHbI-
MU C NO3ULMX COBEPLUEHCTBOBAHUSA Meaun-
LIMHCKMX TEXHONIOTNIM U LLeHOBOW NOJINTUKN,
YTO TakXe OKa3blBAET BNSHME HA UX BO3-
pacTaloLLyio NonyaspHOCTb. B TO xe Bpems,
okazaHume ycnyr no reHeTU4eckomy uccne-
JOBaHMIO N NEPCOHANIbHOMY FrEHOMHOMY Te-
CTUPOBAHMIO LLUNPOKOMY Kpyry notpebute-
el No3BONIIeT akKyMynmpoBaTb Becrnpeue-
LEHTHOE KONIMYECTBO FrEHETUYECKNX AAHHBbIX,
4YTO, C OOHOW CTOPOHbI,cO3aaeT 6a3y ans
JaNbHeNLWnX HayyYHbIX U3bICKAHWA, a C OpY-
ror - 3acTaBngeT 3aQymMaTbCs O NPaBOBOM
pexume Takor nHdopmaumn, CTeNEHn ca-
MOPErynnpoBaHns N HeobXoaAMMOCTU rocy-
[ApCTBEHHOIO BMELLIATENBCTBA B MPOLECC
oka3aHns MegMUMHCKUX ycnyr B cdepe re-
HETUKU C LLENb0 3aLUNTbl MPaB N 3aKOHHbIX
VHTEPECOB rpaxaaH.

B sTton cBa3n, mogens ONTUMasibHOro
COOTHOLUEHNSI TOCYOAPCTBEHHOIrO pPerynu-
pOBaHUS 1N CaMOpPEryanpoBaHus npaBooT-
HOLLUEHUI B chepe reHeTUYeckmnx nccnepo-
BaHUN MOXET ObITb MOCTPOEHA Ha Cneayto-
Lx 6a30BbIX MPUHLMMNAX:

1. WHdopmupoBaHHOrO cornacus Ha
NnpoBeLEHNS FEHETUYECKOro UCCNeaoBaHns
1 3aLUThl KOHPUAEHUMANBHOCTN CBEAEHUA,
MOJIY4EHHbIX MO €ro pesynsratam.

2. YyacTtus camoperynmpyembix oobeam-
HEHU MeOVLUMHCKUX FEeHETUKOB B paspa-
60TKe HaLUMOHasbHbIX CTAaHAAPTOB KayecTBa
MEeANLMHCKUX YCIyr B chepe reHeTU4ECKNX
nccneaoBaHuin, a Takke TpeboBaHUN K Me-
OVUMHCKUM OpraHm3aumnsamMm n MeguumMHCKUM
paboTHMKaM, KX OKa3blBalOLLIMM (BKJOYas
TpeboBaHUa NPOdEeCcCUoHaNbHON 3TUKN -
9TMYECKNEe KOLOEKCHI).

3. Jleranmzaumm npaBoOBOro craTyca
Nnua, OKa3biBAKOLWIEro KOHCYNbTaLUMOHHbIE
ycnyru B chepe reHeTU4eckux nccnegosa-
HUIA N B CONYTCTBYIOLWMX cdepax, CBA3aH-
Hble C onpefeneHnemM cTpaTtermm nedyeHus
reHeTnyeckn obyCcnoBNeHHbIX 3abo1eBaHni
M MPUMEHEHVEM BCMOMOraTesibHbIX PENnpo-
OYKTUBHbIX TEXHONOMNM (FEHETUYECKUX KOH-
CYy/IbTAHTOB).

6 Cm.: Pomarosckuii 6. KoHCTUTYLMOHHas npaso-
CYOBEKTHOCTb rpaXk/aaH B yCIIOBUSIX FTEHOMHOW Meau-
LUMHbl // BecTHuk Mepmckoro yHueepcuteta. tOpu-
onyecknenaykm. 2017. N2 3. C. 268.

HacTtoswmi Homep xxypHana «[pobnembl
rnpasa» NOJIHOCTLIO MOCBSILLLEH MPOMEXYTOY-
HbIM (2-01 roga peanuM3aumu nNpoekTa) pe-
3ynbTatam paboTbl PasNNYHbIX HaYYHbIX KOJI-
JNIEKTMBOB MO CNeayloLLmMM NpoeKkTam:

- opmMuMpoBaHMEe KOHLENTyaslbHbIX OC-
HOB MexaHu3ma NnpaBoBOro PeryampoBaHma
ONarHOCTUKN FEHOMa W FEHOMHOrO penak-
TpoBaHus (npoekT N2 18-29-14064);

- PazpaboTtka KOHuenTyanbHOW Moaenu
NMpaBOBOro PEryimpoBaHNSA XpaHEHNS 1N 3a-
LWMTbI AHHbBIX NOSTHOFEHOMHOIOCEKBEHNPO-
BaHua (npoekt N2 18-29-14037);

- dopMmnpoBaHMe CUCTEMbI Perynmposa-
HUS Nopsiaka NpeaocTaBieHUs CTPaxoBbIM
opraHusaumMaM [ocTyna K FeHeTUYeCcKUM
OaHHbIM GU3NYECKUX NNL, HA OCHOBE CpaB-
HUTENIbHO-NPAaBOBOro MccnenoBaHus (npo-
ekT N2 18-29-14056);

- KoHuenTyanbHble OCHOBbLI GOpPMUpPOBA-
HMS NPABOBOr0 MExaHU3mMa caMoperynmpo-
BaHUS B cdepe reHOMHbIX nccnenoBaHui
(npoekT N2 18-29-14058);

- dopmMupoBaHMe MoAenu npaBoOBOro
perynnpoBaHus reHaepHom sepudurkaumm B
CropTe BbICOKUX AOCTUXEeHUn (npoekT N2
18-29-14055).

lMony4yeHHbIE pe3ynbTaThl UCCNEA0BAHUN
OynyT NpencTaBnsaTb HECOMHEHHbLIN akaae-
MUYECKMIN MHTepPEeC AN NPaBOBOM HAYKN HE
Tonbko B Poccumn, HO 1 B Apyrux rocynap-
cTBax. Ha ocHOBe MonyyYeHHbIX pesysnbra-
TOBHAy4YHbIMW KOMJIEKTUBaAMW npepnonara-
€TCS BbIABUHYTb NpakTU4eckue npensoxe-
HUS (MPOEKTbl HOPMATUBHLIX aKkTOB U T.A4.),
HarnpaBfIEHHbIE Ha COBEPLUEHCTBOBAHNE
POCCUNCKOrO 3akoHoJaTeNnbCcTBa U NpaBo-
MPUMEHUTENBHOM NPaKTUKM B CHepe reHoM-
HbIX ucCcnegoBaHuin. Takue npegsioxXeHus
OynyT HanpaefieHbl Ha ycTpaHeHne npobe-
JIOB MPaBOBOro PEryavMpoBaHvs BbllLEyKa-
3aHHbIX OTHOLLEHWI, a TakXe Ha oNTuMm3a-
LLIMIO NPABOBbLIX HOPM, KaCalLLMXCS reHeTUu-
YECKMX UCCNeaoBaHuUin U NCNOJSIb30BAHUS UX
pes3ynbraTos.

3eHuH Cepren CepreeBud, KaHngupart
IOPUANYECKUX HayK, AOLEHT, AUPEKTop
HayuyHo-unccnenoBaTenbCckoro MHCTUTY-
Ta @Drboy BO «MockoBCKuii rocypap-
CTBEHHbI OPUANYECKUI YHUBEpPCUTET
nmenu O.E. Kytadpuna (MIiOA)».
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K BONMPOCY O FOTOBHOCTU IOPUAUMECKUX
JIULL, OCYLUECTBNAIOWMX FTEHETUMECKOE
TECTUPOBAHME, CTATb CAMOPEIYJIUYEMbIMMU
OPrAHM3ALIMSIMM B IOPUCAUKLIUM
POCCUMCKOMN DEAEPALIUM'

Varlen M. V., Zenin S. S.

ON THE WILLINGNESS OF LEGAL

ENTITIES CONDUCTING GENETIC TESTING

TO BECOME SELF-REGULATORY ORGANIZATIONS
IN THE JURISDICTION OF THE RUSSIAN
FEDERATION:

PaccmMmoTpeHbl BOrpock GOpMUpOoBaHns CAaMOPEryvpyEeMbIX OpraHn3aLmm
B 0Ka3aHum MeanUMHCKUX yCcayr HaceneHuio. Cpeam camMoperyampyemMbix op-
raHu3aunvi NPakTM4eckn HeT opraHn3auni B 06,1aCTi reHOMHOIO KOHCY/IbTU-
poBaHus. O6cyxaaeTcss BOMpOC O MepcrekTyBax rnosiBeHust B Poccuiickori
benepaumnn opraHu3aLmii, oka3blBaroLLMX YCIyri rno paclum@poBke reHoma
(39Kk30Ma) Ha OCHOBE NMPUHLMIMOB CAMOPEry/IMPOBaHNs Y B COOTBETCTBUM C Poc-
CUVICKMM 3aKoHOAAaTesIbCTBOM. BbickazaHa HeobxoamMOCTb (POPMUPOBAHUS
accoumanmy crneunaancToB B 0671acTvi FeHOMHbIX UCCe0BaHNA.

KnrodeBbie cnoBa: npaBoBOE pPeEryvpoBaHne, caMoperyimpoBaHve, ca-
moperynupyembie opraHndaumv (CPO), reHeTu4eckoe TecTupoBaHue, 3almTa
npas noTpeobuTess.

The issues of the formation of self-regulatory organizations in the provision
of medical services to the population are considered. Among the self-regulato-
ry organizations, there are practically no organizations in the field of genomic _
counseling. The issue of prospects for the emergence in the Russian Federa-
tion of organizations providing services for decoding the genome (exome)

based on the principles of self-regulation and in accordance with Russian legis- 2
lation is discussed. The necessity of forming an association of specialists in the 5
field of genomic research is expressed. ﬂa’.
Keywords: legal regulation, self-regulation, self-regulatory organizations °
(SROs), genetic testing, consumer protection. g

&
PazButve uncnonb3oBaHMA pPe3ynbTaTOB  lOPUOVMYECKUX BOMPOCOB, YPEryaMpoBaHue §- §
PaclIMPPOBKM FeHOMa 4enoBeka W HadYano  KOTOpbIX HeoOXoAuMO Ans passutus aToi 28
LLIMPOKOro BHeJgpeHuna reHetTn4eckoro tunm- C(bepbl 0edaTenbHOCTU. O,EI,HI/IM N3 aKTyaNbHbIX E g
poBaHNA, BHegpeHne TexXHOJIOrnn reHetTnye- BOMPOCOB 4ABN4eTCA pPa3BUTUE MNPaKTUKN Ca- g 5
CKOro TeCTUpOBaHUsi CTaBUT OONbLUON Kpyr  MoperynupoBaHus. lNpexne Bcero paccma- Q o

' WcecnenosaHue BbIMONHEHO Npu GrHAHCOBOM noaaepxke Poccuiickoro hpoHaa GpyHaamMmeHTanbHbIX Ncce-
nosaHuii (PODU) B pamkax HaydHoro npoekta N2 18-29-14058. n

2 The reported study was funded by RFBR according to the research project N2 18-29-14058.
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TpUBaETCs BOMPOC CyLleCTBOBaHWS camMope-
rynMpyeMbIX OpraHn3auunin B cepe npakTukm
rEHOMHbIX CCNEA0BAHUI 1 OKa3aHWUs FTEHOM-
HbIX ycnyr. CNoXHOCTb 3aKJIl04YaeTCcsd B TOM,
4YTO HEOOXOAMMOCTb PELUEHUS OPUANHECKNX
BOMPOCOB OLyLLI@eTcs paHbLue, 4em B Poccum
cdopmmpoBanachb NpakTMka caMmoperynmpye-
MbIX OpraHm3aumii B 0611acT¥ reHOMHbIX UC-
cnenoBaHvii. Takon NoAxXof onpaBAaH, T. K. B
ycnoBuax 6ypHOro pasBuTus OMOTEXHONOMMK
BCTAlOT BOMPOCHI 3TUYECKOr0 U MPaBOro xa-
pakTepa, Kacalowmecs IMYHOCTN, CyObEKTOB
KOMMEPYECKOM N HEKOMMEPYECKOWN AesTesb-
HOCTW W1 PEeryavpyloLen poam rocyaapcraa.
OTnyeckne BOMPOCHI FMEHOMHBIX MCCNenoBa-
HUI 0ABHO CTany NPeaMeToM pacCMOTPEHNS
MeXAyHapoaHOro npasa.

Ecnu roBoputb 0 Poccuiickoii denepa-
LN, MOXHO rOBOPUTb O CYLLIECTBYIOLLIEN CU-
cTeme nNpoTnBopeyunii B aTor obnactu. C oa-
HOV CTOPOHBI, Y HAC CYLLECTBYET 3aKOH O ca-
Moperynupyembix opraHmdauuax[1], oxsa-
ThiBaOLMI KAk KOMMEPYECKYIO, Tak 1 HEKOM-
Mepyeckyto cdepy, C Apyror CTOPOHbI POC-
CcuncKas npakTnka HeKOMMEPYECKNX Meau-
LIMHCKNX OpraHmn3auunii oTHoCUTelbHO 6eaHa.

3a nocnegHve roabl HabnopgaeTca PocT
CaMOPEryMpyeMbIX OpraHn3auuin MeauumH-
CKOW HanpasneHHocTu [2]. Bonblyto YacTb 13
HUX o6beanHsaeT CPO «HaumoHanbHaa Acco-
umaumsa MeauumMHCKUX opraHmaaumin». Ecnu B
2015 roay 6bino 3aperucTpupoBaHo 15 camo-
perynmpyembix opraHudauui - 14 no npeg-
NPUHUMATENLCKOMY TUMY U O4HA - MO Npodec-
cuoHanbHomy (cama CPO «HaumoHanbHas Ac-
couymauus MeguUMHCKNX opraHmnsaunine) [3] -
To B 2017 rogy obuiee ymicno yneHos CPO po-
cturno 196 13 49 cybwbekToB Poccuiickoii de-
nepaunn. bonee 20 topnanyecknx nuu, BXoas-
wmx B CPO, nmetot o6ocobneHHble nogpasne-
neHus. O6Llee YMCNO aapecos, rae OCyLLEeCT-
BAISIETCA MeAuUMHCKas AesTeNIbHOCTb YSIEHOB
CPO, coctaBnget 231. O6wWumit Joxon Y1eHoB
CPO B 2017 rony coctasun 6onee 13 mnppa py-
6neii[4]. B 2018 rooy obLumin 0oxoa MeanLmH-
CKUX opraHuadauuii, Bxogsawmx 8 CPO «Haumo-
HanbHaa Accoumaums MeAUUMHCKUX OpraHu-
3auuii», coctaBun 6onee 20 mnppa. pyone [5].

BmecTte ¢ Tem cpeamn ykasaHHbIX Meau-
umHckmx CPO (Bo Bcsikom cnydae B TOIM 50)
OTCYTCTBYIOT OpraHusauum, 3aHumarolime-
CS VUCCNeaoBaHMEM WHAOWNBUAOYANIbHOIO re-
HOMa (3K30Ma), eCTb TOJIbKO HECKOJIbKO Op-
raHmM3aumin, 3aHMMaloLLIMXCA BCroMoraTtesib-
HbIMU PENPOAYKTUBHLIMW TEXHONOMNSAMMU.

PbIHOK reHOMHbIX uccrnegosaHmin B Poc-
cumn nNpebbiBaeT «B MNOJlyTEHU». B 3TOM OTHO-
LWEeHUN NPeacTaBNsgeT WMHTEPEC BbICTYMje-
HVe rmaBHOro pepakrtopa XypHana «[eHbl v
kneTku»' Aptypa Mcaesa 28 dpespansa 2020 .

I ' http://genescells.ru/o-zhurnale/
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Ha nnowiagke MHTEPHET BEPCUM XXypHana OH
onybnukoan matepuan «O AnckpumuHa-
LUMN pocCCUiickoro 6usHeca reHeTU4eckmnx
nccnenoBaHuii» [6], B KOTOPOM coobLlaeT-
cs, yto penytat focaymel EBreHnin @EQo-
pOB Hanpaewn 3anpoc B leHNpoKkypaTypy C
npocbboli NPoBEPUTb 3aKOHHOCTbL cbopa
OHK-paHHbIX rpaxpgaH Poccum mexpayHa-
poaHown coumansHom ceTblo MyHeritage.

[anee NnprBOANM TEKCT, KOTOPbI cneay-
€T NoHMMAaTb Kak aBTOpCckoe MHeHue A. ca-
eBa:

«Mcxopsa 13 nHTepecoB pa3BUTUS oTpac-
NN, He AOMKHO OblTb ANCKPUMWHALMOHHBLIX
YCNOBWIA y poccuiickmx nabopaTtopuin, KOTo-
pble NPOM3BOOAT UCCNeA0BaHNS FreHoMa, re-
HeTU4Yeckmne nccnegoBaHns N cukBeHc B Poc-
cuun. Takme nabopartopumn, KoTopble paboTa-
0T B MHTEepecax KIMHUK WU NaLMeHToB, Mony-
yalT MeaULMHCKUE NNLEH3MM 1 OTBEYaIOT No
3akoHy P® o 3awmTe notpedbuteneit. A 3apy-
O6exHble nabopaTtopun, KOTopble No hakTy He
NPOXOAAT HUKAKOrO NIMLIEH3UPOBAHMS Y POC-
CUICKOro perynsTopa U He HaxoasTcs noj,
OENCcTBMEM POCCUINCKOrO 3akoHa, HO Mpu
3TOM dakTnyeckm cBoH6OAHO NMPOAAKT CBOU
YCIyrn poccusiHam 4yepes nocpeaHmKoB, Ko-
TOPbIE NPAYYTCA NOA Mackor "nabopatopuin”
UM "MeanLMHCKMX LEHTPOB" - a N0 dakTy u
cMbicnly GmM3Heca MpOCTO AUCTPUOLIOTEPSI
3apybexHbix nabopaTopuin. Hukakux mHBeE-
cTuumii B P®, HMKakoro MeanumMHCKoro nep-
coHana 1 paboymx MecCT 3[4eCb HE MMET n
MM HEeT He0OX0AMMOCTHM NosyyHaTh NLEH3NN
1 paspelleHns y perynstopa B Poccun, oHu
He HeCyT HMKaKol OTBETCTBEHHOCTW MO POC-
cuincknm 3akoHam. M npu atom cBO6GOAHO
NPOLAIOT YCNYrM HErPaMOTHbIM MauMeHTamMm,
BbIBO3S1 X 06pasLibl.

Y7106bI BbINO MOHATHO - HX OZIHA POCCUIA-
ckasi nabopaTtopusi He CMOXET COTPYAHU-
YyaTb C aMEPUKAHCKOM MEOVNLIMHCKOM KIINHU-
KOW 1 He MMeeT npaBa okasdbliBaTb MeauLNH-
ckue ycnyrm amepukaHuam 6e3 paspelle-
HUS aMepuKaHCcKoro perynsatopa. Ja takoro
M HE NPOM30MNAET, TakK KakK KIMHUKN HEe PUCK-
HYT MONTW Ha 3TO, Bep LieHa ncka oT nauu-
€HTOB, Kak NpaBwsio, 04eHb Bbicoka. B Poc-
CUM Takme Xe 3aKOHbI MO CMbICITY U CYTU, HO
perynatopbl B P® 1 notpebutenn 3akoHaMmm
B Poccum nonb3yloTes B peakux cnydaax. M s
Poccum cnokoimHo okasbiBaloT yCcnyrv 3apy-
OexHble nabopaTtopun 0e3 BbIMNONHEHUS
POCCUINCKNX 3aKOHOB.»2 [6]

Cnenyet OTMETUTb, YTO Cpeau TOMOBbIX
LLEHTPOB MO KOMMEPYECKOMY CEKBEHUPOBA-
HUIO [7], NOCTYAMPYIOLLMX CBOKO POCCUN-
CKYIO MPUHAANEXHOCTb, pUrypupytoT opra-
HU3auUWK, COTPYOHUKM KOTOPbIX NMpeactaB-
nAT ceba Kak HayyHble paboTHUKWM 3apy-

2 http://genescells.ru/news/o-diskriminatsii-
rossiyskogo-biznesa-geneticheskih-issledovaniy/




B6EXHbIX HAYYHbIX LEHTPOB C COBCTBEHHbLIMM
MHTEPECaMWN, CPEeAN HUX MOYTU HET N, C
6nonornyecknum n Tem donee MeanLNHCKUM
006pa3oBaHNEM, HE BCE LIEHTPbI UMEIOT Me-
OVILMHCKYIO JIMLLEH3MIO, MHOraa oHa 0hopM-
JleHa Ha PUANYECKOE ML, HE COOTBET-
CTBYIOLLEE HAa3BaHWNIO GUPMBI.

Vcxoas 3 Bhbllle N3NOXEHHOTO, crneayet
cKasaTb, 4YTO HaIM4KMs 3aKOHA O camMopery-
JIMPOBaHUM HELOCTATOYHO AN HOpManm3a-
LMW NONOXeHUs B 06nacTu pasBuUTUa npu-
KJTaAHbIX FEHOMHbIX UCCneaoBaHuin. B 3apy-
B6eXHbIX CTpaHax, 0cOOEHHO CTpaHax c npe-
LeAeHTHbIM NPaBoOM, OeATENIbHOCTb B 0bna-
CTU NPUKNAAHbIX FEHOMHbIX UCCNea0BaHNN
Hallia CBOIO I0pMANYECKYIO HULLY, BMECTe C
TEM MOABEpPrasiCb KOPPEKTUPYOLWEMY BO3-
[EeCTBUIO HAUMOHaNbHbIX perynartopos [8].

OTKpbITbIM OCTAETCSA BOMPOC, KTO BbICTY-
NUT B HALLEN CTPaHe MHULMATOPOM CO34a-
HWS e4MHON camMOoperyanMpyemorn opraHmaa-
UMM B 0611aCTN FEHOMHbIX UCCNEA0BAHNIA HA
HEKOMMEPYECKON OCHOBE 1IN OpraHM3aLmm
Hanopobue CPO «HaumoHanbHas Accouma-
LUMs MEONLMHCKNX OpraHmn3aumins

Ecnn meamumHckoe cooOLLECTBO OLLy-
lwaeT HeobXxoAMMOCTb (POPMUPOBAHUA He-
KOMMEpPYECKMX MEOULIMHCKNX aCcCoUMaLIniA,
TO CneumanncTbl, 3aHMMaloLWwmecs pacmd-
POBKOM reHOoMa, TakoW MNOoTpebHOCTM He
OLLyLLIA0T, Tak Kak BCIeACTBME CBOUX MPO-
deccunoHanbHbiX 0COBEHHOCTEN (cneuuma-
nncTbl B obnactu buonHpopmatTukm, pusmn-
KU, XUMUWN) HE CBSA3aHbI 3TUYECKMMU KOPMO-
paTUBHbIMM 006A3aTEbCTBAMU.

Mano Toro, ecnu mMbl FOBOPUM O cCamope-
ryJIMPYEMbIX OpraHmn3aumnsix, OHU AOMKHbI OT-
BeYyaTb onpegeneHHbiM TpebosaHuam [9].
Heobxoanmo npoBecTy 60sbLUY0 paboTy no:

1) BblpaboTKe CTaHOApPTOB Npodeccuo-
HaNIbHOW OEATENbHOCTU U NPaBuil KOMMepP-
4eCKOW OAeaTeNbHOCTY;

2) BbIpabOTKE CaHKUMA 3a HapylleHue
CTaHAapTOB 1 NpaBuJi;

3) pa3paboTke OENCTBEHHOW CUCTEMBbI
MOHUTOPUHIra NPOdECCMOHANBbHONM  Oes-
TeNbHOCTW;

4) pa3paboTke MexaHn3ama OCyLLLECTBIE-
HUS1 KOHTPOJIbHBIX OYHKUMIA BMIOTh OO NpU-
MEHEHWNS CaHKUWUIA B cllydae OOHapyXeHus

HapyLweHsa YCTaHOBMIEHHbIX CTaHOAPTOB U
npaBsu;

5) paspaboTke 1 peanusauumn npoueay-
pbl BHECynebHOro paspelleHusl CrOopHbIX
BOMPOCOB (Kak MeXAay 4YieHamMm opraHusa-
LMK, TaK U opraHn3auuein n ee YaneHamn);

6) paspaboTke NPOTOKOJSIOB paccMoTpe-
HUA Xxanob Ha OesaATeNnbHOCTb YIeHOB opra-
HM3auuMu (Ha HapyLleHne mMn Npasuna opra-
HM3aumun);

Kpome TOro, xenatenbHO nNpenycmo-
TpeTb BHecynebHOe paspelleHne CropoB
(npexne Bcero noTpebutenei) ¢ yneHamm
opraHusaumm 1 KoOMneHcauuio Bpena, npu-
YWNHEHHOrO BC/IEACTBME HEMPaABOMEPHOM
nearenbHocTy YneHa CPO no OTHOLWEHUIO K
TPETbUM NNLLAM.

Cnepnyet 3agaTtb BONPOC, @ MOXEM JI1 Mbl
obecrneunTb AOCTATOYHOCTb MpencTaBu-
TenbCcTBa CYOBLEKTOB MpeanpuHUMaTerb-
CKO 1 NpodeCcCmMoHanbHON OeATeNbHOCTHU
BBUAY OTHOCUTENIbHO HM3KOW Ha CeroaHsL-
HWIA OeHb NOTPebHOCTN B MHAVBUAYANIbHOM
pacwmndpoBKe reHoma.

OTaenbHbIM MYHKTOM NOBECTKN OHSA B 00-
NacT reHOMHBbIX UCCNeNoBaHUi CTOUT BO-
Nnpoc O 3aLmTe reHeTUYeCcKom NHGopmaLmm
rpaxaaH Poccuiickoin ®epepaumn, 4To Ha-
LU0 CBOE OTpPaxeHune B rocyaapCTBEHHbIX
pEeLLeHUsX Mo BonpocamM obecrnedyeHns xu-
Mn4eckom 1 buonormyeckor 6esonacHoCT
B paMkKax OCYLLLECTBIEHNS MOHUTOPUHIa Xn-
MWYECKMX U BUONIOMMYECKNX PUCKOB - BO-
MpoOC O reHeTU4ecKor nacnopTusauum Ha-
CEJIEHNS C Y4ETOM NPaBOBbLIX OCHOB 3aLLUNThI
[aHHbIX O NEPCOHaNIbHOM reHOME 4enioBeka
1 GOPMMPOBAHNE TEHETMHECKOrO Npoduna
HaceneHusa [10].

Takum obpasom, nepen HaydHbIM Mean-
LUMHCKUM COOOLLECTBOM CTOUT 3adaya pe-
WNTb NPobemMbl, CBsI3aHHbIE C BbIPabOTKOM
KPUTEPUEB OCYLLECTBNEHUS OeATeNbHOCTU
B 06/1aCTVU FrEHOMHOro TeCTUPOBaHMUS, xpa-
HeHVs 3ToN nHbopMaLmm 1 nHTepnpeTauum
pe3ynbTaTtoB TecTMpoBaHusa. O4eBuaHo, Ta-
KOro popa nnolaakor morna 6el ctate Poc-
cuiickas akagemus Hayk, oObeauHsoLllas
Hanbosiee KOMMNETEeHTHbIX CNeunuanncToB B
obnacTv reHeTUKN N MeaguLUVHbI.
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OPrAHUZALIUOHHO-NMPABOBBLIE ACNEKTbDI .
OCYLUECTBJIEHUS TEHOMHbBIX UCCNEAOBAHUM

B CLUA'

Vasiliev S.A., Osavelyuk A.M., Burtsev A.K.

LEGAL AND ORGANIZATIONAL ASPECTS
OF PERFORMANCE OF GENOME RESEARCH

IN THE USA?

BeepeHue
MosBneHne B

HacToswas paboTta nocssilieHa Bornpocam rnpaBoBoOro PerympoBaHusi op-
raHu3aumn rnpoBeaeHnss reHOMHbIX nccnenosaHui B CLUA. Ha tepputopumn
JlaHHOro rocyaapcTBa MCroJib30BaH HETUMUYHbIN [J151 POCCUVICKON AerCTBU-
TEJIbHOCTY 1104X04, COrIaCHO KOTOPOMY OCHOBHYIO MAacCy reHOMHbIX UCCIEA0-
BaHWV peryvmpyeTt opraHn3auus, rnogBenomMmcTseHHass MuHucTepcTBy 34paBo-
oxpaHeHusi CLLIA. B cTatbe npoBoANTCS aHaIM3 HEKOTOPbIX MPOoBJIeEM, CBSI3aH-
HbIX C MPOBEAEHNEM ANArHOCTUKM Y PEAAKTUPOBaHNEM reHOMa, B 3aK/II0YEHNY
OCYLLIECTBJ/IEHO CPABHEHWNE C POCCUNCKUMU peannsmu. Hacrtoswee nceneno-
BaHWe NpeacTaB/sseT MHTePEeC B BUAY TOro, 4To Poccuiickas denepaums, nmesi
COJINAHbIN 3a€eJ1 M0 MEANLMHCKUM U KITMHUYECKUM LOCTUXKEHUSIM B [JaHHOM
coepe npakTn4ecku He MMeEET MpPaBOBOIro PEryanmpoBaHus Assl TOro, 4To0bl
2 PEKTBHO peanin30BbIBaTh yKa3aHHbIE CHEepbl MEANLIMHCKOV AeSTe/IbHO-
CcTun. Y4eT 3apybexxHOro onbita MOXET ObITb M0J1€3€H A4J151 Poccuun, 6e3yC/10BHO,
OCHOBAaHHbIVi Ha OTEYECTBEHHOVI crieunguke B rpoLecce popMupoBaHns HOp-
MaTuBHOU 6a3bl IeHEHUSI C UCI0Ib30BAHNEM FeHOMHbIX NCC1e10BaHMNA.

KniouyeBble cnoBa: reHoMHbie nccaenosaHus CLLA, amarHocTvka reHoma,
penakTupoBaHue reHoma, HoCUTeJlb reHoma, TpaHcropTuposka reHoma, NIH.

This work is devoted to the legal regulation of the organization of genomic
research in the United States. On the territory of this state, an approach that is
atypical for the Russian reality is used, according to which the bulk of genomic
research is regulated by an organization subordinate to the US Department of
Health. The article analyzes some of the problems associated with diagnostics
and genome editing, in conclusion, a comparison with Russian realities. This
study is of interest in view of the fact that the Russian Federation, having a solid
groundwork in medical and clinical advances in this area, has practically no le-
gal regulation in order to effectively implement these areas of medical activity.
Taking into account foreign experience can be useful for Russia, of course,
based on domestic specifics in the process of forming a regulatory framework
for treatment using genomic research.

Keywords: US genomic research, genome diagnostics, genome editing,
genome carrier, genome transport, NIH.

Hay4yHble unccnenoBaHunsd, Haue/leHHble Ha

HeOJaBHEM  MPOLUIOM JanbHelilee CHUXEHNE CTOMMOCTU FreHOM-

CRISPR TexHONOrni 0TKpbI10 BO3MOXHOCTH
0N WNPOKOr0o NMPUMEHEHUS Ha MNpakTuke
OMarHoCTUKM 1 pefakTUpoBaHUS reHoma
yenoseka, TpebyiolLlee CPaBHUTENbHO He-
fonbluMe MaTepuanbHble 3aTpaTbl. B 10 xe
BpPEMS MNPOAOIKAITCA MHOMOYUCIEHHbIE

1
14064.

HbIX UCCnegoBanun [1, 2].

OTa cuTyaumsi eCcTecTBEHHbIM 06pa3oM
CO34a€eT YCNOoBUS ANa akTusmaaunm 6msHec
coobLecTBa B 9TOM YaCTW, Ha Y4TO rocyaap-
CTBa pearvpyloT NpaBOBbIMW aKTamu, Ha-
MPaBfeHHbIMW Ha COEPXWUBaHWE nuy, npe-

WccneposaHue BbINOMHEHO Npu drHaHcoBoW noaaepxke PODU B pamkax HayyHoro npoekta N2 18-29-

2 The reported study was funded by RFBR according to the research project N2 18-29-14064.
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Ccrneylowmyx KOMMEPYECKNUIA MHTEPEC C Le-
Nbi0  COOMOAEHUA N 3alMTbl UHTEPECOB
JINYHOCTU, 0OLLLECTBA M rocyoapcTBa.

B 9710l CBA3M OrpoOMHOE 3HAYeHMe Npu-
obpeTaeT nccnegoBaHne opraHn3aLnmoHHO-
MpaBOBbIX ACMEKTOB OCYLUECTBIEHUSA re-
HOMHbIX MCCNeA0BaHUI B yka3aHHOM cdepe.
Mop opraHMsaunoHHO-NPaBoBbIM obecne-
yeHnem (OCyLEeCTBNEHNEM) FEHOMHbIX WUC-
CNneaoBaHuii Mbl MOHUMAEM YCTAHOBJIEHHYIO
3aKOHOOATENBCTBOM OEATENbHOCTb KOMME-
TEHTHbIX OPraHoOB, PYKOBOAALLMX OpraHm3a-
umern n NnpoBeaeHMeM reHOMHbIX Uccnepo-
BaHUN.

Mbl cynTaem, 4TO NOBbILWEHMIO 3D dek-
TUBHOCTW NPOBEAEHUSI FTEHOMHbIX MUCCNeno-
BaHMWI B 3HAYMTENbHOM CTENEHM CNOCOBCTBRY-
€T UX OpraHn3aLMoHHO NpaBoBoe obecneye-
HVE, KOTOPOE rapMOHUYHO COYEeTaeT [ABe
B3aVMIMOLENCTBYIOLME COCTaBHbIE YaCTu:
npaBoBYIO, NPEACTaBASALLYIO CODBOI cucte-
My HOPM, PEerynmpylowmx nopsaok, nocne-
[0BaTENbHOCTb, rapaHTUPOBAHHOCTbL U OT-
BETCTBEHHOCTb JOCTUXEHNS PE3YNLTATOB; U
OpPraHM3auMOHHYI0 — YCTAHOBJIEHHYIO 3aKO-
HOOATENbLCTBOM CUCTEMY OpPraHoB, KOTOpPbIE
npodeccnoHanbHO OPraHn3yoT U KOHTPOIN-
PYIOT K2Xaylo CTaauio COOTBETCTBYIOLMX UC-
cnepoBaHuii 1 obecneymBaloT OXUAAEMbIN
pesynbTtat. OgHMM U3 NPUMEPOB Takux opra-
HoB B CLLIA aBnsieTca HaumMoHanbHbIN UHCTU-
TyT 3apaBooxpaHeHns CLLA (NIH).

B CLUA B cepeguHe 2019 r. BblABMHYTaA
VHUUMaTMBa MO U3MEHEHMIO deaepanbHOro
3aKOHO4ATENbCTBA, HanNpaB/eHHas Ha orpa-
HUYEHME PO3HMYHOW MNPOAAXW NPOOYKTOB,
NMO3BOSISAIOLLMX CBOOOOHO OCYLLECTBAATH re-
HOMHble nccnenoBaHua[3]. MpuHaTne yka-
3aHHOro NpPenIoXeHnsa NpeacTaBnaeTca ue-
necoobpasHbiM M 0OOCHOBaAHHBLIM B BUAY
VIMEIOLLLErOCSH OMNbITa B JAHHOW CTPaHe OTHO-
CUTENbHO KOMMEPYECKOro pacnpocTpaHe-
HUS ANLEKNETOK HECKOSIbKMMK rogamMn pa-
Hee, KOTopoe Takxe He Oblf1I0 yperynmpoBa-
HO 1 NPMBENO K CO30aHMI0 COTEH OpraHu3a-
LM, 3aHUMAIOLLMXCS PO3HMYHOM Npoaaxen
naHHoro 6uomatepuanal4].

Ecnun BXMBUTb SNLEKIETKY B AOMALLHUX
YCIIOBUSIX HEBO3MOXHO, TO F€HOMHYI0 aua-
FHOCTMKY 1 Aaxe Tepanuio NpPoBECTU, HE Bbl-
Xoas U3 aoma, CTaHoBUTCS Bce Bonee pe-
anbHbiM. CLLUA cTpeMuTcsl orpaHuynTb Mo-
ABNEeHMe AOCTYMHbIX MPOAYKTOB, MO3BONSIO-
WMX 3TO caenatb BHE CTEH MEeAMLMHCKOro
y4ypexneHus.

[aHHble obcToATeNbCTBA yCyrybnsaoTcs
eLle TeM, 4YTo BONbLUMHCTBO MPOCThIX FPaXx-
[aH BbICTyNaeT 3a To, 4ToObl Aenatb Meau-
LIMHCKME TEXHONOIM MakCUMasbHO JOCTYM-
HbIMM 191 KOHEYHOTro nNoTpebuTtens[5]. Ecnn
T€ WX WHble NpenapaTbl UM MeETOOVKN, B
TOM 4YMCIE CBA3aHHbIE C PEOAaKTUPOBAHNEM

reHoma 4efioBeka, NPUHOCAT NONb3Y, TO OHU
MMEIOT MNOJIHOE NMPaBO Ha CYLLECTBOBAHUE U
OblTb AOCTYMHbLIMW A1 TEX, KTO FOTOB 3a 3TO
3annaTuTb.

BaxHo Takxe oTtmetutb, 4TOo B CLUA B
CBS131 C OCYLLIECTB/IEHMEM FrEHOMHBIX UCChne-
[OBaHUIM AOCTATOYHO AEeTalbHO rapaHTUpO-
BaHbl NpaBa rpaxnaH, kak B 4acTu 3alnTbl
reHOMHOWM nHdOopMaLmn, Tak N C TOHKN 3pe-
HUS NONyYEHNS KBAaNUOULUMPOBAHHOW Mean -
umMHckon nomowm[6]. OTmedaeTca umelo-
wasca cynebHas npakTuka, Takxke rapaHTu-
pyioLlas npasa nauMeHToB[7] B JAHHOM ro-
CynapcTBe NMpeueneHTHOro npaea.

Ewle ogHM cpeacTBOM, KOTOPOE CBMAe-
TenbcTByeT 00 3pPeKTMBHOCTN OpraHu3a-
LIMOHHO-NPaBOBOro obecnevyeHns, SBNSET-
cs TO, 4YTO papmMaueBTMHECKME CPEacTBa,
KOTOpble MOryT ObITb MCMOJIb30BaHbI 3/10Y-
MbILLUIEHHKaMW 1 CO30aHUS BUPYCOB U
VMHbIX BUOOB BGMONOrM4eckoro opyxus, Bbl-
SBNSIIOTCS B MPOLECCE CneumnanvuanpoBaH-
HOW cepTudurKaLmm nabopaTopuii.

HarnsgHelM NpyMepoM 3TOro sIBASIETCS
TO, yTto B CLLA npuHumaeTcs psag mep npa-
BOBOr0O M OpPraHu3auMoHHOro xapakrtepa,
HanpaBfiEHHbIX HA HEeAOOoMyLlEeHME OMNMCaH-
HbIX yrpo3. BaxHyio paboTy B 3TOW 4actum
BbINONHAET HauyoHanbHbIM MHCTUTYT 34pa-
BooxpaHeHusi CLLIA (NIH), koTopbiii ypery-
NMpOoBas KOHKPETHYO paboTy no nposene-
HMIO FTEHOMHbIX MCCNeaoBaHui ¢ noapob-
HbIM YCTaHOBJIEHMEM TPEBOBAHWNI K OpraHun-
3aumu Takom AeaTeNbHOCTU.

O6wwme ceepeHus o NIH guidelines

O6nacTb reHOMHON MeaNLMHbI B 3HA4YN-
TeNIbHOM CTeneHn 3aBUCUT OT OTAENbHbIX
opraHmsauuin[8], npaBoBble aKTbl KOTOPbIX
pacnpoCTpaHsAOT CBOE OENCTBME AaXe Ha
MeXayHapoaHoOM ypoBHe. OOHOM 13 Takmx
opraHusaumin, QGYHKLUNOHUPYIOLLEN CBbile
40 neT, aBngetcsa HaunmoHanbHbIA UHCTUTYT
3apaBooxpaHeHnss CLUA (NIH), pestenb-
HOCTb KOTOPOro MPOBOAUTCS MO, 3rnaomn
MuHucTepCcTBa 34PAaBOOXPAHEHUS OAHHOIO
rocygapctea[9] Ha ocHoBaHuu denepanb-
HOro 3akoHogatenbcTea[10-12].

JaHHasa opraHnsaumsa pakTnyeckm Koop-
OVHNPYET OCHOBHOWM MaCCUB OeATENIbHOCTU,
CBSI3aHHbIN C NpoBeAeHMEM FeHOMHbIX UC-
cnepoBaHuii B CLUA. MiMeHHO Ha ee 6ase
Obln peanM3oBaH MeXAyHapOOHbIA MPOEKT
«[eHom yenoseka» (HUGO), B pamkax KOTO-
pOro 3asoXeHbl OCHOBbI COBPEMEHHbIX re-
HOMHBbIX nccnenoBaHuii[13]. Takke M3BECT-
HO, YTO B HacCTosllLee BpeMsi CyLlecTByeT
601bLIOE KONNYECTBO ONOOBAHKOB FrEHOMHbIX
OAHHbIX PasfiNYHbIX OpraHM3aLMOHHO-MNpa-
BOBbIX popM, HOo ¢ 2018 ropga NIH BegeT pa-
60Ty MO CO34aHMI0 KPYMHENLLEero M3 BCex
cylwecTsyowmx[14].

Problemy prava (Issues of Law) founders journal N° 3 (77)/2020




B Buay Takoro ocoboro crartyca CTaHo-
BUTCS BECbMa akTyasibHbIM (akTUyecku no-
KanbHOEe HOPMaTUBHOE PeryimpoBaHmne, Ko-
TOopoe ecTecTBEHHbIM 0O6pa30oM BbiCTpaunBa-
€T nepapxumio Cpeam HerocyaapCTBEHHbIX
CTPYKTYP, CUCTEMATU3UPYIOLLYIO BCEX KOM-
MeTeHTHbIX CyObekToB B 06nacTu amarHo-
CTUKU N peaakTMpoBaHUS reHoMa YesioBeka
B CLUA.

B NIH Guidelinesforresearchinvolvingrec
ombinantorsyntheticnucleicacidmolecules
(NIH guidelines).april 2019[15] gocTaTo4yHO
CTPOro pernameHTUpPYyeTCcs AOeATENbHOCTb,
CBsI3aHHAsA C FrEHOMHbIM pPefakTUPOBaHUEM,
MPOBOAVMbBIM KakK Ha TEPPUTOPUKN rocyaap-
CTBa, TaK 1 3a ero npenenamm pe3mgeHtamm
CLA, nuuamm, npoBoAsLLIMMN UCClieaoBa-
HMS 3a cyeT HauuoHanbHOro MHCTUTYTa
30paBOOXPaHEeHNs NN NHbIM 06pasomM ad-
GUNMPOBAHHLIMU  CAAHHBIM  y4pexXaeHu-
em[16].

YKasaHHbIM  OOKYMEHTOM  BBOASATCSH
onpeneneHHble MpaBuia U OrpaHUYeHus,
KacaloLlKnecs UCMbITaHUA NO FEHOMHON Te-
panun, NPoBOAMMBIX Ha noaax. Hecmotps
Ha TO, YTO AOKYMEHT Ha3bIBAETCH «PEKOMEH -
oaumsamMmn» 1 ¢ GopMabHOM TOYKM 3PEHUS
He TpebyeT HEYKOCHUTENbHOIO UCMOJIHEHNS
BCEMU NLLAMU, OCYLLLECTBISIOLLVMU FEHOM-
Hble VUCCNeaoBaHud, Co34aHbl Takue ycno-
BUS, 4To B CLLIA BNNOTb A0 MyHULMMANBHOIO
YPOBHSA OpraHm3oBaHa CUCTEMA KOHTPOJS
Had TakMMm cybbekTamu, a 3apybexxHble nc-
cneposatenu nauuwailTcs GUHaAHCMPOBaHUSA
B CJlyyae HapyLLIEeHWA OaHHbIX pekomMeHaa-
umn[16]. HecmoTpsa Ha 3TO, AOKYMEHT yCTa-
HaBMIMBAET, YTO B CJly4yae HapyLleHus cybb-
eKT 00s13aH cam obpaTuTbes B NIH, coobims
0 cny4dmBllemMcsa. Ecnm aToro He npomcxo-
OVT, TO O HapyLEHNN CTAHET N3BECTHO Ny-
TemM paboTbl UHbIX KOHTPONNPYIOLWNX CYyOb-
€KTOB.

B pesynbrate BbISBNEHUSA HapPYLLUEHUS
paccMaTpuBaemMoro AoKyMeHTa MOXeT ObITb
MPUHATO OAHO U3 CNEeAylWUX PEeLUeHUn:
NPUOCTaHOBNIEHME LOEATENbHOCTU OpraHu-
3aumn, NPOBOASLLEN FEHOMHbIE UCCegoBa-
HUS U NPEKpaLLEHnE ee PUHAHCMPOBAHUS
UM NOSyYEHNE pa3peLlleHns Ha npoBene-
HMEe HOBOIrO UCCNeaoBaHnsd, eCnv B pe3ysib-
TaTe COBEPLUEHHblIE OENCTBUS BbILWAW 3a
pamMKkn TOro gyHKUMOHana, KOTopbiIM U3Ha-
YyanbHO Obln HageneH cyobbekT, NPOBOAUB-
LM nccnenoBaHue.

Mpwn aTOM NoA, HEMOCPEACTBEHHBLIM PYKO-
BoacteBoM NIH dyHkumoHnpyet cBbiwe 200
opraHnsaumn[17], wumMelWwmMx pasnnyHble
MacwTabbl, KpOMe TOro, 6osnbLIOe Konn4ye-
CTBO OpPraHmM3aLMOHHO HEeMNOAYMHEHHbIX Y4-
pexaeHnin GuHaHcupyeTcs 3a c4eT Haumo-
HaNIbHOIO MHCTUTYTA 34PAaBOOXPAHEHMS B 3a-
BUCUMOCTU OT MPOBOAUMbIX UCCNEA0BAHNN.

Takne TpedoBaHuUs, Kak M BECb NPaBOBOWA
JOKYMEHT, HanpaBfieHbl Ha obecne4yeHune
61o6e30nacHOCT B LENOM, OCTaBNsAs BHe
NoAst 3PEHUS C KOHLIENTYaNIbHOM TOYKMK 3pe-
HMS BOMPOCbLI 3TUYECKOW COCTaBNAOLLEN
npu NpoBeaAeHNN reHOMHbIX NCCeaoBaHNM
B MeauumHckon pestenbHocTu[18]. XoTts,
KaK YTBEPXOAIOT YYeHble, C 3TON DYHKLUMeEN
YCMELLUHO CMpaBiieTCs aMepukaHckasi Cy-
nebHasa cuctemal[19].

MpumeHneHue NIH guidelines

PasButne reHOMHbIX UCCNeaoBaHu
MAeT, B TOM Y1CAe, Nno nNyTu YNpOLLEHUs N0-
rMCTUKM BuomaTepmanos, cofepXallimMx B
cebe HeobXxoaAVMble FrEHOMHbIE AaHHbIe[20].
HekoTopble n3 Hux TpebytoT ocoboro obpa-
LEeHNA B BUAOY CBOEN MOTEHUMANbHOM BO3-
MOXHOCTM 0Ka3aTb HeratMBHOE BO34EN-
CTBME Ha OKpyXaloLlyto cpeny. [paHb mexay
300POBbIMU KJIETKaMU M KIeTkamMu, 3apa-
XEHHbIMWU BMPYCOM BeCbMa TOHKa[21], Tem
bonee, 4TO HEKOTOPbIE BUPYCbI MUCMOMbL3Y-
I0TCS AJ19 FEHOMHOM Tepanuu, HO UX Henpa-
BUIbHOE MPUMEHEHUNE MOXET HAHECTU Cy-
LLLEeCTBEHHbIN Bpen.

B cBA3n c Tem, 4TO B nocnegHue rogbl
HaMeTUICS PEe3kMin POCT UCCNeaoBaHUin C
MNCNoNb30BaHNEM O0OBLEKTOB, NMPeaCcTaBnsio-
LWmx cobol CyLLLECTBEHHYIO ONONOrNMYECKYIO
OMacHOCTb, B OpraHusaumsx, Henocpemn-
CTBEHHO 3aHMMAOLWMXCA FEHOMHbLIMU WC-
CcnefoBaHUSAMN YXXeCcTouYnnncb TpeboBaHns
K NPOBEAEHMIO TAKOro poaa MepOonpUATUIA.

Hanpumep, B nocnegHMe HECKONbKO NeT
Ha Tepputopun Hblo-Mopka npakTukyloTcs
CGT-TexHonornm[22], cyTb KOTOPbIX 3aKJ0-
YyaeTCcd B TPAHCMOPTMPOBKE FEHOMA B XKMBOM
OpraHnM3mMe, B ka4eCTBe KOTOPOro Hepeako
BbICTYNaeT BUPYC, B TOM uucne BUY[23].
HenpaBunbHas opraHm3auus Takol TpaHC-
NOPTUPOBKM MOXET NMPUBECTU K CEPbESHbIM
yrpo3sam 6uosnoruyeckoii 6e30nacHoCTu.

Jliobas ppyrass nepecbiika reHOMHOro
matepwuana nommmo NIH guidelines perynu-
pyeTcs npasunamu MoutoBoi cnyxobsl CLLA,
Cnyx60i 06LLECTBEHHOIrO 34paBOOXpPaHe-
HUS B pamkax peanmndauum Kopekca depne-
panbHbIX NpaBufa, MWHWCTEPCTBOM Ceflb-
ckoro xo3anctea CLUA n / unn lenaptameH-
ToMm TpaHcnopTta CLUA Ha ocHoBaHumn Ceoga
denepanbHbIX Npaswul.

NIH guidelines yctaHoBnEHbl NOAPOOHLIE
npoLeccyasnbHble NpaBuia NpoBeaeHns re-
HOMHBbIX MCCNeaoBaHu. YCTaHaBAMBalOTCS
TpeboBaHuA K camum nabopatopuam ans
HeZOoNYyLWEeHN MPUYNHEHNS  KaKoro-nmnmbo
Bpea B pes3ysbrarte OCYLLECTBIEHNSA TaKom
peatenbHocTu. lepen HayanoM Hay4yHOro
aKkcnepumMmeHTa B 061acTy reHOMHOW Meau-
UMHbI Heobxoammo 3a 15 gHelr yBeoOMUTb
NIH o ero nposepeHun. Takas nHuumaTBa
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YTBEPXAAETCS cneumanbHbiM nogpasgene-
HMEeM, OTBevalLlMM 3a OKONIOrMYecKkyio
©e30MacHOCTb.

Ecnn akcnepuMeHT MOXET MPMBECTU K
HEKOHTPOJIMPYEMOMY  PacipOCTPaHEHUIO
BMPYCA, TO PELUEeHME O ero NpoBEeOEHUMU
npuHumMmaeT pykosoamtenb NIH. B npouecce
NPOBEAEHUS NUCCNEOOBaHUSA [OMKEH ObITb
BblAENIEH PYKOBOOUTENb NPOEKTa, KOTOPbIN
HeceT 0OLLyl0 OTBETCTBEHHOCTb, YTO AAET
€My BO3MOXHOCTb CaMOCTOSATENbHO NOA6u-
paTb HeOOXOAMMbIA WHCTPYMEHTApUiA 1
nepcoHan, opraHusauus HabniogeHus 3a
300pOBbLEM U OOLLMM PU3NYECKUM COCTOS-
HMEeM KOTOPOro Takxke BXOAUT B ero 06a3aH-
HOCTW.

OfoHUM N3 Takmx akageMmnyeckmnx nccre-
NOBaHWI, NPUHECLLUNX BECbMa NepcnekTuB-
Hble pe3ynbTaTbl SBASETCA UCMNOJIb30BaHME
CART TexHOoNormin, cyTb KOTOPbIX 3ak/ioya-
€TCsl B MCMOJIb30BAHMN MIMYHHOIO reHa ca-
Moro 60J1IbHOro Ais ero xe neyveHuns. Paspe-
LeHne, NosydYeHHoe Ha NPoBeaeHNE KINHN -
YecKnx ucrnbiTaHW B JaHHOW obnactu OT-
KpblBaeT 60fblUNE BO3MOXHOCTU OS5 FEeH-
HOM Tepanunm LWMPOKOrO CAEKTPa CEPbE3HbIX
3abonesaHunii[24].

3akniovyeHne

[EHOMHbIE TEXHONMOrMM B CWUJTy CBOEM
MacLUTabHOCTM He MOryT BbITb OpPraHM3aLm-
OHHO OXBayeHbl TOJIbKO OQHOWM OpraHu3aum-
eln. He cMoTps Ha TO, 4TO B Apyrmx rocyaap-
cTBax cyuiecTtByloT aHanorn NIH[25], cywe-
CTBYET M HerpaxzaaHCKOe WCNonb30BaHue
COBPEMEHHbIX ~ FEHOMHbIX  MCCNenoBa-
HUIN[26], 4TO B HEKOTOPOW CTENEHN HUBENN-
PYET MOJIHYIO OTBETCTBEHHOCTb MOA0BGHOWA
opraHm3auuy  OTHOCUTENIbHO BO3MOXHbIX
yrpos.

Tem He MeHee, ecnm NPoBOAUTbL aHano-
rim CLLIA n Poccmmn 0THOCUTENBHO NMPaBOBO-
ro peryavpoBaHus FEHOMHbIX UCCenoBa-
HUI, TO HY)XHO OTMETUTb, YTO B PaACCMO-
TpeHHOM 3apybexHoM rocygapctee 00Jb-
LLIOE YNCNO NOJSIHOMOYNIA OTAAHO OpraHm3a-
UMAM C pas3HOM CTEeNeHb MOAYMHEHHOCTMU
rocygapCTBEHHbIM  CTpykTypam. Kpowme
TOro, Ha YPOBHE LITATOB MNPUHUMAIOTCS
aKTbl, KOTOPbIE TAKXE PErynmpyloT OTAENb-
Hbl€ BONMPOCHI ANAarHOCTUKN 1 peaakTupoBa-
HUS reHoMma Yenoseka[6].

HecmoTpsa Ha 1o, 4TO Poccua Takke aB-
naetca  denepatMBHbIM - FOCYOAPCTBOM,
0XunaaTth TOro, YTo AaHHylo chepy byayT pe-
rynnpoBaTb 3aKOHblI CyObEKTOB Poccuiickom
denepaunn, Bpaa nu uenecoodbpasHo. daH-
HbIli BbIBOJ, OCHOBAH Ha TOM, 4TO KOOPAMNHA-
LMS BOMPOCOB 3[4PaBOOXPAHEHNS HA OCHO-
BaHUW M. «k» cT. 72 KoHcTuTyumn Poccuin-
ckon (bepepaumm HaXoAUTCA B COBMECTHOM
BeneHun peaepanbHOro LIeHTpa n ero cyonb-
€KTOB, a TaKkke NPaKkTUKU NPUMEHEHNS OaH-
HOW cTaTbn. BmMecTe ¢ TeM 1 cTaTyc opraHm-
3aumii, KOTOPbIM MNO3BONAT 3TO Aenatb Oy-
0eT 9BHO adpdunmpoBaH Cc degepasbHbIM
LLEHTPOM.

Tem He MeHee, Npun degepanbHOM pery-
NMPOBaHUM paccMaTpmBaemMon cdepbl 00-
LECTBEHHbIX OTHOLLEHN HEOOXOANMO YUK-
TbIBaTb BCE PUCKM NONagaHns BPEeOOHOCHbIX
BMPYCOB B OKpPYXaloLlylo cpeny, npaBufib-
HYIO OpraHusaumo nabopaTopHON aesaTenb-
HOCTW, Y4YeT NpaB M 3aKOHHbIX MHTEPECOB
ML, HYXXKOQKOLWMXCA B CBOEBPEMEHHOM Jie-
YyeHun. [laHHble NO3nLMKN OONXHbI ObITb BO3-
BeEeHbl B pa3psia NPUHLMMNOB N HAUTN CBOE
OTpaxeHue B 3aKOHOAATENBLCTBE.
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FTEHAEPHAS BEPUOUKALIUSA B CNOPTE: ONbIT
ABCTPANIMN!

Borodina M.A., Mashkova K.V., Zenin S.S.

GENDER VERIFICATION IN SPORT:
THE AUSTRALIAN EXPERIENCE:

lMpobnema HeANCKPUMUHALMWINL, C Pa3/INYHOM reHAepHON UAEHTUYHO-
CTblO B CIOPTE BCE Hallie 00CyXAaeTcs Kak Ha MexayHapoaHOM, Tak v Haumo-
HasIbHOM YPOBHE, 0Ka3blBasi BJINSIHNE Ha MPUHSITUE PELLUEHUV O BO3MOXHOCTU
Jorycka TpaHCreHAepoB U MHTEPCEKCYasioB K CrOPTUBHBLIM COCTS3aHUSIM,
POBOANMOM Ha JIIOOUTENILCKOM, Tak v nNpogpeccroHaibHOM ypoBHe. B AB-
cTpasinu rnpuv AOCTarto4HO MPUCTasIbHOM BHUMAaHUMW K 3TOMY BOIMPOCY OAHO-
3HaYHOW Mo3uLmn CriopTUBHbLIX peaepalmni He c¢opMUPOBaIOCh, YeMy Cro-
COOCTBYET ero He AOCTaTO4HO 4YeTkasl 3aKkoHoaaTesbHasi pernameHTaumys. C
O/IHOV CTOPOHbI, 3TO OBYCJIOBIEHO (enepaTvuBHbIM YCTPOVCTBOM rocynap-
CcTBa, B CWJIy Yero Ha ¢enepasbHOM YPOBHE (HOPMYINPYIOTCS inlb 00LUne
nogxoAel, a Lraram rnpeaocTaB/iseTCs BO3MOXHOCTb BHOCUTb CBOV KOPPEKTU-
Bbl, YeM OHU yCreLHO nosb3yTces. C ApYyrov, 4O0CTaTOYHO LUMPOKMNE ANCKPET-
Hble MOJTHOMO4YMSI OblY MPEeAOCTaBIEHbl CaAMUM CrIOPTUBHbLIM deaepaumsm,
KOTOpbIEHE CTaBsATrepes CriopTUBHbLIMU Kiy6amu v y4eOHbIMU 3aBEAEHUSIMU,
OpraHn3yrLLMMY COPEBHOBAaHUS 3aa4y MCrOJ1Ib30BaHWs Pe3y/ibTaTOB reHETU-
YECKUX VIV FOPMOHAJIbHbIX MCCIEA0BAHWI B LIEJISIX FT€HAEPHOV BEpUpUKaLI,
Y4nUTbIBasi HeM30EXHO BO3HUKAIOLLME B 3TOM CJlyYae TPYAHOCTHY B OpraHn3aumm
Y MPOBEAEHUN COPEBHOBAHWI, a Takxke 06LLYyI0 Uaet 0 co3aaHuy Heobxoam-
MbIX YCJI0BUI [J151 BKITIOYEHUS] TPAHCIreHAEPOB Y UHTEPCEKCYAas10B B MOJIHOLIEH-
HYIO CMIOPTUBHYIO XU3Hb. ITOT BOMNPOC NMOAHUMAETCS JINLLb B C/1yHae rnpuTsa3a-
HUV yKa3aHHbIX JINL, HA yHacTue B MEeXAYyHapOaHbIX CIOPTUBHbBIX COCTA3aHUSIX,
HO VB 9TOM CJly4ae rpearnosaraeTcsl orpaHnYnTbCs gaqyeri MM HeobXoanMbIX
KOHcynbTaumi. lNoauvums aBcTpaaniickomr yTh0osbHOV 1Ny B 9TOM CMbICIE SIB-
JIS€TCS UCKITIOYEHNEM U3 PaBuiia, 4To SBISETCS NPeaMETOM KPUTUKU C 03U -
Unvi peannsaumnv npuHLmna paBeHCTBa rnpas rpPaxaaH.

KnrodyeBble cnoBa: reHaepHas Bepugukauyus, TpaHCcreHaepbl, MHTEePCEK-
cyaJibl, CrIOPTUBHbBIE heaepaLmnmn, KOHKYPEHLUMS B CIIOPTE, ANCKPUMUHALMS.

The issue of non-discrimination of persons with different gender identities in
sports is increasingly discussed both at the international and national level, in-
fluencing decisions on the possibility of allowing transgender and intersex peo-
ple to participate in sports competitions held at the Amateur and professional
levels. In Australia, with enough close attention to this issue, an unambiguous
position of sports federations has not been formed, which is facilitated by its not
sufficiently clear legislative regulation. On the one hand, this is due to the Fed-
eral structure of the state, which means that only General approaches are for-
mulated at the Federal level, and the States are given the opportunity to make
their own adjustments, which they successfully use. On the other, wide enough
discrete authority was given by the sports federations which do not put in front
of sports clubs and educational institutions, providing competition with the task
of using the results of genetic or hormonal studies for gender verification, given
the inevitable in this case, difficulties in organizing and conducting competi-
tions, as well as shared the idea on creation of necessary conditions for inclu-
sion of transgender and intersex persons in full sporting life. This issue is raised
only in the case of claims of these persons to participate in international sports
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competitions, but even in this case it is assumed to be limited to giving them the
necessary consultations. The position of the Australian football League in this
sense is an exception to the rule, which is the subject of criticism from the
standpoint of implementing the principle of equal rights of citizens.

Keywords: gender verification, transgender, intersex, sports federations,
competition in sports, discrimination.

B ycnosusix pacnpocTpaHeHus uaen
NMPU3HAHWS 1 PaBHOI 3aWmMThl NpaB NuL, C
pPasnnyHON reHaepPHON MAEHTUYHOCTbLIOBCE
yaule obpallaeTcs BHMMaHMe Ha npobnemy
VX HEAMCKPUMWHALNMK B Pa3/IMyHbIX chepax
06LECTBEHHOW XN3HWN, B TOM Y1CIE B CMOpP-
Te. OgHako NprUHMMaeMble B 9TOM Harnpas-
JIEHNWN Mepbl HEpPeaKO BCTpe4yalT COonpo-
TUBNEHMEe BBUAOY pYCKa BO3HMKHOBEHUS He-
[00OPOCOBECTHON KOHKYPEHLMN B XEHCKUX
BMaax cnopra. Bce aTo akTyanbHO 1 ans As-
cTpanuu, rae 3akoH «O anckprumMuHauumm rno
npuaHaky nona» 1984 r[1], npu3BaHHbIA
YCTPaHUTb, HACKOJIbKO 3TO BO3MOXHO, ANC-
KPUMUHALUMIO B OTHOLLIEHUM NNLL NO NMPU3Ha-
Ky nona, cekcyaslbHO OpueHTauumn, reH-
[EePHON MOEBHTUYHOCTU, UHTEPCEKCYalbHOIO
cTaTyca, 3akpennsieT NosioKeHne 0 TOM, 4TO
JINLEH3NPOBaHHbIE CMOPTUBHbIE KyObl He
BrpaBe Npu onpeneneHnmn ycroBuin N Hemno-
CpPEeaCTBEHHOM MPUHATUN PELUEHUS O YNeH-
CTBE B HEM, OMCKPMMUHMPOBATb YenoBeka
Ha OCHOBaHUW €ro reHOepHoOn MOEHTUYHO-
CTW WM MHTepceKkcyanbHOoro craTtyca. Yka-
3aHHbIe MOHATUSA 3aKOHOA4ATEe b UCMOJb3yeT
ONs oTpaxeHus reHaepHoro MHoroobpa-
3Us, CBA3bIBASA «€HAEPHYIO NAEHTUYHOCTb»
C BHELUHVM BUAOM WM MaHepamu noeeae-
HUS MO0 APYrMU FreHOEePHBIMU XapakTepu-
CTMKamMu nuua (Hes3aBUCUMO OT TOro, Obisio
NN 9TO CAENAHO B pesynbraTte MeanLMHCKO-
ro BMeLLaTeNnbCTBa UM HET), C Y4ETOM Uin
06e3 yyeTa yka3aHHOro rnona smua npu pox-
OEeHNW»; a «UHTEePCeKCyaslbHbI cTaTtyc» C
obnagaHnem Gusn4eckMmMm, ropMOoHasbHbI-
MW UM FEHETUYECKUMW NMPU3HaKkamu, KoTo-
pble HEe MOryT ObITb NMOJIHOCTLIO OTHECEHBI K
KEHCKOMY MM MYXCKOMY nnbo codeTatoT
VX.

3akoHopaTeNlb  MO3BONISIET  COXPaAHSATb
andoepeHumaumio No gaHHOMY MNPU3HAKY
06e3 pucka ObiTb 0OBMHEHHbIM B ANCKPUMMU-
HaUun, ecnn pedb naeT 06 UCKIDYEHUN OT-
OenbHbIX 1L, U3 y4acTus B Nto60ON CNopTUB-
HOW OesATENbHOCTN, B KOTOPOM BaXKHbl CMNa,
BbIHOC/IMBOCTb WX TEJIOCNIOXEHME CMnop-
TCMeHOB (CT. 42). OgHako BONpocC nNpakTuye-
CKOW peann3aumun AaHHbIX NOI0XEeHWIA O0N-
roe BpemMsi Obl NpeaMeToOM ANCKYCCUIA.

B topuanyeckom coobuiecTse Obinnv Bbl-
neneHbl OBe cepbesHble NpobaemMsbl, KOTO-
pble O0JIKHbI ObIIN PELLINTL CMOPTUBHbIE OP-
raHn3aumn: BIAUSHWUE HaUWOHAalIbHbIX aHTU-
ONCKPUMNHALIMOHHBIX 3aKOHOB Ha MpoLiec-
Cbl MPUHATUA peLleHuii; a Takke Heobxoau-

MOCTb BHYTPEHHEN MONINTUKU, CTPaTErMin 1
PYKOBOACTB, NPU3BaHHbLIX MOMO4Yb CIOPTUB-
HbIM OpraHn3auusiM KOHTPOMAMPOBATbL MPO-
OnemMbl gnuckpummHaummn. Nepeas 13 HYUX 06-
ycnosneHa denepaTtmBHbiM  YCTPONCTBOM
rocygapcrBaa, 4To npuBesno K popmupoBa-
HUIO CJIOXKHOW CUCTEMbI HOPMAaTUBHbIX Npa-
BOBbIX aKTOB, AENCTBYIOLLUMX B paccMaTpu-
Baemon codepe. lMommmo depepanbHOro
3aKoHa B KaXAOM LiTaTe B pa3HOe BPeMms
OblIN MPUHATBHI 3aKOHbI, HanpaB/ieHHbIE Ha
npecevyeHne ANCKPUMNUHALNN.

Kak npaBuno, obwme noaxodpl K peLue-
HUIO BONpoca 06 y4acTum Takmx nu, B CNop-
TUBHbIX COCTS3aHNSAX GOPMYIMPYIOTCSH B Ka-
4yeCcTBE MCKIIOYEHUS 1X 0bLLero npasuna. B
OONbLUMHCTBE LWITATOB HE NPU3HaeTca Auc-
KpUMUHaUMen no npuaHaky nona audoe-
peHumaums B nobo CopTUBHOM AeATENb-
HOCTU, B KOTOPOW CKNa, BbIHOC/IMBOCTb WA
TENOCNOXEHNE KOHKYPEHTOB MMEET 60Jb-
Loe 3HavyeHne A9 UCXo4a COPEBHOBAHMS.
Mpu aTom B Wwtate KBuHcneHa ocobo oroea-
pvBaeTCq BO3MOXHOCTb OrpaHN4MBaTh y4a-
CTME B CMNOPTUBHbBIX COPEBHOBAHMAX MO MpU-
3HaKy reHgepHon UOEHTUYHOCTU, ecnn 3TO
ABNSIETCS PA3YMHbIM C YY4ETOM YMOMSIHYTbIX
TpeboBaHuii (n. 3 cT. 111 3akoHa KBUHCNEH-
na «0O HeauckpumuHaumn» 1991 r)[2].
BONbLWMHCTBO WITATOB akLEHTa HA 9TOM He
[enaioT.

B wrate KOxHag ABcTpanus kputepum
0151 YCTAHOBMIEHWNS MOA0OHbLIX OrpaHUYeHni
ropasgo Luvpe, B CUJy Yero, COrnacHo CT. 48
3akoHa «O paBHbIX BO3MOXHOCTAX» 1984
r.[3], He MOXeT NpM3HaBaTbCSt HE3AKOHHbIM
VUCKJIIOYEHNE OTAENbHBIX NUL, U3  4ucna
YY4aCTHUKOB COPEBHOBAHWUI MNPV  HaNM4Ynn
COBOKYMHOCTW CNEeAyoLmnX YCI0BUIA:

1) yCTaHOBNEHME TaKNX OrPaHNYEHNIN Ha-
npaBfeHo Ha obnerdyeHne nnmn pacLunpeHne
BO3MOXHOCTEN y4acTus nny, onpeaeneHHo-
ro noJsa B CNOPTMBHON AEATENbHOCTY;

2) cywecTByeT Manasg BEPOSATHOCTb TOrO,
4yTO 9TM Nuua 6yayT yd4acTBOBaATb WM YTO
npou3oNaeT yBENNYEHME NPAKTUKM y4acTua
9TUX JIUL, B CMOPTUBHOW AEATENBHOCTHU, €CNN
MCKJloYeHNe He ByaeT caenaHo (C y4yeTom
BCEX 0OCTOATENBbCTB CYObEKTUBHOIO Xapak-
Tepa);

3) CcyLecTBYIOT pa3dyMHble BO3MOXHOCTU
[OJ151 UCKJTIOYEHHbIX INLL, y4acTBOBaTb B CNOP-
TUBHOW OEeATEeNbHOCTU B APYroM COPEBHO-
BaHWM, YTO MO CYTU, CO34AET NPeanoCbUIKM
0N peanusauum naem o NpoBefeHun OT-
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OeNbHbIX COPEBHOBAHWN Cpean TPaHCreH-
0epoB.

Kpome TOro, UCkO4YeHUss MOryT ObiTb
YCTaHOBJEHbI /11 OTOOPOYHBLIX TYPHUPOB,
4yTOObI YY4ACTHUKN COCTA3AHUIA MOIW nepe-
MTU K COPEBHOBaHWSIM Ha OOfiee BbICOKOM
YPOBHE, rae COOTBETCTBYOLLME TPeOOBaHUSA
00YCNOBJIEHbI CTPYKTYPO COPEBHOBAHUI
WY orpaHnyeHnsamm B HUX. OcobeHHo akTy-
anbHbIM 3TO CTaAHOBUTCA Mpu OTOOpe Ha
MeXAyHapoaHble COPEBHOBAHNS, B OTHOLLE-
HUN KOTOPbLIX COOTBETCTBYlOLIME TpeboBa-
HUS K y4aCcTHUKaM HOpPMYIMpyoTCa Cnop-
TUBHbIMU  degepaunsamMmn.  AHaNOrMYHbIN
noaxopn peanu3yetca B wTaTtax Bukropus
[4] v CeBepHas Tepputopus [3].

YcTaHoBIEHNE BO3MOXHOCTU OrpaHuye-
HWS OTAENbHbIX MPaB COMPOBOXAAETCA yKa-
3aHWEM Ha TO, 4YTO OHM KacarTCs TOJIbKO CO-
pPEeBHOBaHWIA, BCNEACTBME 4ero nopobHas
npakTMkKa He MOXeT PacrnpoCTPaHATLCS Ha
WHCTPYKTaX 1L, 3aHMMatoOLLMXCS CIOPTOM,
CYyOEeNCcTBO AWM ynpasfieHne CrnOpPTUBHbBIM
MEpPOMNpPUATMEM, a Takke MpPeanuCaHHyto
CMOPTUBHYIO OeATEeNIbHOCTb, NPexae BCero,
3aHATUS 00LLen GU3nHeckon KynsTypoi. B
kayecTBe OOLLEro npaBwuiia Takxke 3akpe-
MjeHo, 4YTO BCe yCTaHaBMBAEMbIE OrpaHn-
YeHnsd He 3aTparvealoT OeTel, He OOCTUr-
wnx 12 net, NOCKOJIbKy B NpenybepTaTtHOM
nepvone, HECMOTPS Ha pa3BUTME BTOPUY-
HbIX MOJIOBbIX MPWU3HAKOB MO, BIUSHUEM
rOPMOHOB, He NPOSABIIAIOTCH CYLLECTBEHHbIE
pasnnyuna B GU3MNONOTMYECKUX XapakTepu-
CTUKax opraHmama, 3Ha4uMblx s obecne-
YeHUs CNpaBeaIMBO KOHKYPEHLUU B CMOp-
Te. DTV NONOXEHMUS, 3aKpENIEHHbIE B dpeae-
panbHOM 3akoHe «O guckpumMmHauum o
npu3Haky nona» 1984 r.[1], nocuntanu Hyx-
HbIM BOCMPOM3BECTM 3aKOHOL4ATENM LUTATOB
ABCTpanuiickaa CTonuM4Hass Tepputopu-
ax[6], KeuHcnenn [2], Buktopusa [4] un Ce-
BepHasa Tepputopusa [5] n 3anagHas As-
cTpanus [7].

Bonee xecTkyo NO3uLMIO B 3TOM BOMNPO-
Ce 3aHan 3akoHopaTtesnb wrtata TacManus,
KOTOPbIA JOMYCTUA BO3MOXHOCTb OUCKPU-
MWHaUMM NO NPU3HaKy rnosa gaxe B OTHO-
LWEHMM YNEeHCTBa B KNybe, eCnnm OHO U3Ha-
YasibHO AOCTYMHO TOJIbKO NMUAM OOHOrO
nona. CooTBeTCTBEHHO 6€3 Kakux-nmbo
OroBOPOK YCTaHaB/IMBAETCH M BO3MOXHOCTb
OrpaHuyeHuss Oornycka K CrnoOpTUBHbIM CO-
pPEBHOBAHWUSAM N1, OLHOMO MoJia B BO3pacTe
12 net n ctapuwe (cT. 27, 29 3akoH «O Hean-
ckpmmHauunm» 1998 r.[8]). Mo Tomy xe nyTn
noeT n 3akoHogaTtenb B wrate Hosblv KOX-
HbI YanbC, yKasbiBas Ha TO, YTO MCKJIOYe-
HVe NK1L, OOHOro Nosia M3 y4acTus B Kakon-
6O CNOPTUBHOW AEATENbHOCTU He ABNAeT-
CS HE3aKOHHbIM, ECJ1M HE KacaeTCs MHCTPYK-
Taxa nuL, 3aHUMaIOLLMXCHA CNOPTOM, yrpaB-

JNIEHVMEM KakoN-n1mMbo CNoOpPTUBHON OeATesb-
HOCTbIO WUAX 3aHATUEM 000N NpennucaH-
HOM CMOPTUBHON AEATENbHOCTbLIO. AHano-
FMYHbIE MOJIOXEHNS 3aKpPErJIeHbl U B OTHO-
LeHun TpaHcrenaepos (cT. 38 n 38P 3akoHa
«O HeguckpummHaunun» 1977 r.[9])

Bce ocTtanbHble BOMPOChHI, Kacaloumecs
y4acTusa B CMOPTUBHbLIX COCTA3aHUAX UL, C
pPasnuyHOM reHOEepPHOW WNAEHTUYHOCTbLIO,
OblM OTAAHbI HA YCMOTPEHME CMOPTUBHBIM
opraHusaumam, Ons KoTopbix ABCTpanui-
CKOM KOMMWCCUEN MO npaBam YenoBeka B
mione 2019 roga 66 padpaboTaHbl Pyko-
BOASLLME NPUHLMMbBI MO BKJIKOYEHMIO B CMOPT
TpaHCreHaepHbIX U reHaepHo pasHoobpas-
Hbix 1L, [10], KOTOpbIE HE OTMEHSAOT 0653a-
TENbCTB, BO3/IOXEHHbIE HA CMOPTUBHBLIE OP-
raHM3aumm B COOTBETCTBUM C 3aKOHOM. pun
3TOM UX pas3paboTymku MPU3HAIOT, YTO He
[AloT OKOHYaTeNbHOro OTBETA Ha BCE Mnpa-
BOBbl€ BOMPOCHI ANCKPUMUHALMK, NpUTEC-
HEHWI NV BUKTUMN3ALLMN, CBA3AHHbIE C NO-
JIOM U1 TEHAEPHON NOEHTUYHOCTBIO, KOTO-
pble MOryT BO3HWUKHYTb B COOTBETCTBUM C
3TMM 3aKOHOM. B cuny 9T0ro gocratoyHo
LWINPOKNE OUCKPELMOHHbIE MOSIHOMOYMS, B
TOM 4Mcne B YacTu peanma3auumn npouenyp
reHgepHom BepmndukaLmm, OCTarTCs Ha yC-
MOTPEHME CMOPTUBHBIX heaepaymi.

Bonee npocTbiM pelueHne aTorn npobne-
Mbl SBAsieTCa ansa degepaunin Tex BUOOB
CropTa, KOTOpPblE HE BXOOAT B MpOrpamMmy
ONMMMUACKNX TP, Y4UTBIBAS, YTO HaQ, HAMN
He OO0BMIEeT MO3ULMSA MEXAYHAPOAHbIX Op-
raHmdaumin. B cuny aToro ascTpanumckas
denepaums HeT 6ona B pa3paboTaHHON €lo
Monutnke 3awmtel yneHoB NetballAustralia
2017 [11] ropa 3asBuna o NnogaepXkke yya-
CTMe B COPEBHOBAHUSAX Ha OCHOBE nona, c
KOTOPbIM MAeHTUdGUUMpYeT cebs YyenoBek.
[Mpy BO3HMKHOBEHMN BOMPOCOB, CBA3AaHHbIX
C Hanmunem @uU3nNYeCKnx MNpPenMyLLecTB,
aHoHCcMpyeTcs HaMmepeHue obpallaTbes 3a
KOHCyNbTaUMen no npPUMEHEHUID COOTBET-
CTBYIOLLMX 32KOHOB B KOHKPETHbIX 06CTOSI-
TeNnbCTBax.

HekoTopble M3 HUX OrpaHu4MBatoTCs
MPOBO3ralleHNEM NPUBEPXKEHHOCTU NOAN-
Tmke MOK (B 4acTHOCTW, aBCTpanuinckas
depepauma cTpensbbl U3 nyka), Apyrue 3a-
ABMSIOT 0 AN PepeHUNPOBaHHOM Noaxone
K PELLEHMIO 3TOr0 BONpOCca B 3aBMCUMOCTU
OT YPOBHSI COPEBHOBAHWI (Hanpumep, de-
nepaunn 6acketbona[12], BenocuneaHoro
cnopta [13]). Tak, aBcTpanuiickas deagepa-
ums 6acketbona BblpaboTana npasBuna, B
KOTOPbIX Bblpa3uia HaMepeHue CoaencTBo-
BaTb Y4aCTUIO TPaHCreHOEPHbIX L, B CO-
PEBHOBAHUSAX B COOTBETCTBMW C MOJIOM, C
KOTOPbIM OHU cebs MAeHTUDUUMPYIOT, oa-
HOBPEMEHHO OrOBOPMB, YTO B C/ly4ae UX Ha-
MepEeHUS y4acTBOBaTb B COPEBHOBAHMUSX HA
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3/IMTHOM YpPOBHe, (benepauuns 6yneTt coaemn-
CTBOBATb 3TUM CMOPTCMEHAM B MOJIy4EHUN
pPeEKOMEHOAUNA OTHOCUTENbHO KPUTEPUEB
MOK, kputepues PUBA, koTopble MOryT OT-
NN4aTbCs OT KPUTEPMEB HALMOHaNIbHOM de-
nepaumn[12].

Onga otoenbHbIX denepaumin xapakrepHa
6onee petanbHaa npopaboTka COOTBET-
CTBYIOLLMX BONPOCOB, Ha4MHas OT Nocneao-
BaTeNbHONM pernamMmeHTaumMn nopsigka aony-
CKa KOHKPETHbIX JIL, K COPEeBHOBaHUSAM 00
onpeneneHns 3Ha4YMMbIX OJ1 9TOr0 KpuUTe-
pueB. ByacTHOCTU, B aBCTPaNMncKom peae-
paunn perébu B 2019 rogy 6bina paspaboTa-
Ha [pouenypa yCTaHOBNEHUS FeHOEPHON
noeHtndHocTu[14], npepcrasnsowas co-
601 noLwaroByto MHCTPYKLUMIO, ONpeaensio-
Lyl0 OENCTBMS BCEX 3aUMHTEPECOBAHHbIX
CTOPOH. Ecnun urpok xenaeTt nNpuHATbL yya-
CTVEe B COPEBHOBaAHUM N0 perbu, opraHn3o-
BaHHOM A/ NpeacTaBuUTenen nona, oTany-
HOro OT YKa3aHHOro B ero CBMAETENbCTBE O
POXOEHUN, OH N/ NN ero poauTens / one-
KYH OOJDKEH BblpasuTb Takoe XenaHue ak-
KPeOUTOBAHHOMY TPEHepPY MO0 O0KHOCT-
HOMY nuuy knyba WamM LWKOMbl, KOTOpble
DOMKHbI NMPenoCcTaBUTb UM YTBEPXAEHHYIO
dopmy cornacus Ha yCTaHOBIEHNE TEHAEP-
HOWM maeHTu4HocTu. K moanucaHHOMYy CO-
rnacuio NpunararTcs HeobxoauMble OOKY-
MEHTbI, BKJllOYasa AeKnapauutio 0 reHaepHon
WOEHTUYHOCTU.

Cama ¢dpopma 3anosfiHaeTcs Bpadyom-cne-
LMANNCTOM, KOTOPIM AO/IKEH C y4ETOM Tpe-
60BaHMIN KOHTAKTHOrO CropTa, ykasaTb Ha
TO, YTO PUBNYECKOE Pa3BUTUE UIPOKaA, YPO-
BEHb KBaNMOUKaALNM U OMbIT COOTBETCTBYIOT
MM, N 4TO UIPOK MOXeT 6e3onacHO 1 Ha paB-
HbIX KOHKYPUPOBaTb C APYrMU UrpOKamu.
Kpome TOro, npepnonaraetcss Ha3Ha4yeHne
KnybomMm / LWKOMoM KBanMmdULMPOBAHHOIO
TpeHepa-oueHWMKa s onpeaeneHus
YPOBHS (P13MYECKOro Pa3BUTUS, CMOCOOHO-
cTen v / nnn onbita urpoka. OueHuBaloWmn
TPeHep AO0KEH MMETb akKpeauTaumio Kak
MWHMMYM BTOPOr0 YPOBHS U MPOWTN COOT-
BETCTBYlOLLEE 0OyYeHne B y4eOHOM LIEHTPE
perou. OueHka NpPon3BOAUTCS C NMOMOLLbIO
npeanuCcaHHbIX MOMIEBbIX TECTOB M OLEHKMU
Martya no perbu n HanpaengeTcsa B knyd /
LIKOJly C pekoMeHJaumern OTHOCUTENbHO
BO3MOXHOCTW yHaCTUs B Urpe.

OT1yeT 00 OLEHKEe TpeHepa BMECTe C
dopMmoli cornacms Ha NOATBEPXAEHME MEH-
OepHON MOEHTUYHOCTU HanpaBnsalTCA Op-
raHn3aTopy COpPeBHOBaHWUI knyba / LWKONbI,
KOTOPbLIA NPUHUMAET OOHO U3 CNenyoLLMX
pellenuit: 1) o Bbigaye paspelleHns; 2) 3a-
npoce He3aBMCUMOM OLEHKN B COOTBET-
CTBUM C NONNTUKON obecrnedyeHns 6esonac-
HOCTW urp; 3) Aaye pekoMeHJauui Urpoky
(Mnn ero poguTento / ONEKyHy) OTHOCUTESb-

HO COOTBETCTBYIOLLEr0 COPEBHOBaHUSA Ha
OCHOBE MEPBOHAYASIbHOW OUEHKM WU Jio-
6o nocneayoLlen He3aBUCUMOW OLEHKM;
4) HanpaBfieHUN K NPaKTUKYOLWeMy Bpayy-
cCneunanncTy, HaHATOMY NPOdCOI30M.

Takmm 06pa3om, BONPOC O NPOBEAEHNM
reHeTUYEeCKMX UCCNeNoBaHUM B LENSX FeH-
OEepHoM Bepndumkaumm nepen CnopTUBHLIMA
Knybamu 1 y4ebHbIMU 3aBEOEHUAMU, opra-
HM3YIOLLMMM COPEBHOBAHUS, HE CTaBUTCS,
y4nUTbIBast HeM36EeXHO BO3HMKAIOLLME B 9TOM
C/ly4ae C/I0XHOCTU B OpraHn3auum 1 npoBe-
OEHNN COPEBHOBAHUMN.

B cBS3U C 9TUM HENb3s He 00pPaTUTb BHU-
MaHue Ha U3BMEHEHME TeHAEPHOW MONNTUKU
denepaumn ronbda, koTopas cHavyana obina
OPUEHTUPOBAHA HA YCTAHOBJIEHME XECTKUX
KpUTEPUEB AOMyCKa TPAHCreHAEPOB K y4ya-
CTuo B copeBHoBaHusax. 1o 2019 rona poen-
CTBOBa/IM MpaBwia, COMMAacHO KOTOPbIM
TpaHCreHaepbl MYXCKOro 1 XeHCKOro nosna
MMENN NPaBo Ha y4acTue B XXEHCKNX COPEB-
HOBAHMAX N NOJTyYEHMNE XEHCKOro raHauka-
na npuv cneayloLmx yCnoBusix: UFPOK 3asiBU
0 >XEHCKOW N0N0BOM NpuHaaiexHocTu. Mpu-
4yeM COOTBETCTBYIOLLASA AeKapauns He Mo-
XeT OblTb M3MEHeHa B CMOPTUBHLIX LLENsX
KaK MMHMMYM B TEYEHUE YETbIPEX JIET; UFPOK
[OJMKEH JoKasaTb, YTO OOLWNI YPOBEHL Te-
CTOCTEPOHA B CbIBOPOTKE KPOBU Oblnl HUXE
10 HMOMb / N B Te4eHMe He MeHee 12 mecs-
LeB OO yyacTuss B MEPBOM COPEBHOBaHUU
cpean XeHLuH (¢ TpeboBaHNeM, YTOObI Jto-
6on 6onee ANUTENbHLIA NEepuon OCHOBbI-
BaJICs Ha KOHOUOEHLMANbHOW OLLEHKE TOro,
[0CTaTto4HO N1 12 MecaueB aJjiss MUHMMN3a-
LUMN Kaknux-nnmbo npemmyLecTB B COPEBHO-
BAHUSX CPeaM XEHLLMH);00LLMIA YPOBEHb TE-
CTOCTEpPOHA B CbIBOPOTKE UrpoKa AOJIKEH
ocTtaBatbCs Hmxe 10 HMOMb / N B Te4yeHue
BCEro nepuoja npeanonaraemMoro y4acrtus
B COPEBHOBAHWUSAX CPeau XEHLUMH; cobto-
OEeHne 3TUX YCIIOBUIM MOXET Neprnoan4ecKn
KOHTPOIMPOBATLCS MyTEM TECTUPOBaHMA. B
cny4yae HecobnogeHns aToro TpeboBaHus,
NnpaBo Urpoka Ha y4acTue B COPEBHOBAHUAX
cpeau XeHLMH npuocTaHaBnnBaeTcs Ha 12
MecsaueB. Ecnm non urpoka ctaButcs nop,
COMHeHMe Kakom-nmbo 13 CTOPOH, Meau-
LUMHCKMIA peneraT depepaumn ronbda Obin
BrpaBe NPUHATb BCE HeobxoauMble Mepbl
O onpefenieHvss noaa urpoka npu ycno-
BUM  obecrnevyeHnss  KOHPUOEHUMANbHO-
ctn. OgHako ¢ npuHaTiem 4 nekabps 2018
roga MNonutnkn 3anTbl YEHOB deaepaumn
roneda denepaums orpaHnymMnachb ykasa-
HMEM Ha BO3MOXHOCTb 3anpoca KOHCyJbTa-
UMM MO NPUMEHEHMIO 3aKOHOB O HEOUCKPU-
MUHaUMKM, 3aTPOHYB BOMPOC O TecTupoBa-
HUN TPAHCreHOEPOB B OTHOLUEHUU MPUHU-
MaeMbIX UMW MpenapaTtoB INLLb B KOHTEKCTE
COONMIOAEHNS aHTUOOMUHIOBLIX TDEOOBAHWNIA.
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Bbonee nocnepoBaTenbHa B 3TOM BOMPO-
ce aBcTpanuiickasa dpytdonbHasa nura (ADJ1),
KoTopas yreepauna lMonutuky reHnepHom
amBepcudukaumn31 aerycta 2018 ropa
[17], cornacHO kOoTOpOM Nuua, nepexons-
LMe U3 MY>XCKOrO MoJia B XXEHCKUI, a Takke
MHTEpPCEKCyNabHble Nunua, npeTeHaylowme
Ha y4acTre B COPEBHOBAHUSX, AOIKHbI Mpe-
[OCTaBuUTb MHPOPMAaLMIO, MO3BONSAOLLYIO
OUEHUTb COOTBETCTBYIOLLME aCMEKTbl UX
CUJbl, BbIHOC/IMBOCTU WU TENOCIOXEHUS C
YY4ETOM KOHKPETHbIX XapakTEPUCTUK UrPbI, B
TOM Yncne: MeanUNHCKME OOKYMEHTbI, NO/-
TBEpXAawLmMe, YTo ObLLNI ypOBEHb TECTO-
CTepoHa 3aaBuUTeENs B CbIBOPOTKE
KPOBU NOOAEPXMBAICA HUXE 5 HMOMb/N NO
KparHen mepe 3a 24 mecsiua oo aaTbl noga-
4M 3a9BKW; MeOMLMHCKOE 3ak/loveHue ne-
yawiero Bpaya 3asBuTens, B KOTOPOM OOKY-
MEHTasIbHO MOATBEPXAAETCH nogaep>XXaHue
YPOBHSI TECTOCTEPOHA B TEYEHME 24-Mecsuy-
HOro nepmoga 4O AaTbl MOAAYN 3asBKWU; B
npegenax, [OOCTYMHbIX 3aaBUTENIO, €CIun
MHOe He Oblno coobuieHo ADJ1, gaHHbIe 3a
24-mecsa4yHbll Nepuoa, Ao oaTbl Nogayn 3a-
SIBKM, OTHOCSILLMECSH K 3asBUTENIO O POCTE,
BeCe, nokasaTensx Xuma nexa, npucega-
HUA, Bpemsi cnpuHTa Ha 20M 1 6era Ha 2 Km,
BbICOTE BEPTUKANIbHOIO nNpbikKa. [Mpu aTom
orosapuaeTcs, 4To ADJ1 MOXeT Takke Npo-
BOOUTb TECTUPOBaAHME 3aaBuTens ansa cbo-
pa yKa3aHHbIX AaHHbIX, a 3ad9BUTEb, B CBOIO
oyepenb, OO/IKEH COTPYAHNYATb B 9TOM BO-
npoce B Ka4yeCTBE YC/OBUS peann3auum
npouecca nogayn 3aseku, ecnn ADJT no-
CUYMTAET, YTO HaNn4ne ypoBHEN TECTOCTEPO-
Ha BbILLE MOPOroBbiIX 3HAYEHWN, YCTaHOB-
JNIEHHbIX B COOTBETCTBUU C 3TOW MOJINTUKON,
obecneyunT 3asiBUTEN0 COOTBETCTBYIOLLEE U
3Ha4YMTENbHOE HEPABEHCTBO B CUJ1E€, BbIHOC-
JINBOCTM U TENOCNOXEHUN 3aaBUTENS Y
rnocnenyuee KOHKYPEHTHOE Mpeumylle-
CTBO.

BhbilwensnoxeHHoe no3BoAgeT NpUnTn K
BbIBOAY O GOPMUPOBaHUM B ABCTPaINn cob-
CTBEHHOrO NoAxoaa K peLleHnto Bonpoca o
reHgepHon sBepudukaumm B cnopte, KOTo-
pbi NPenMyLLEeCTBEHHO hOopMUpPyeTCa Ha

YPOBHE 3akOoHOOAaTeNbCTBA LUTATOB N PYKO-
BOASALLUMX MPUHLMIMOB AN19 CMOPTUBHbLIX Op-
raHn3aumin, NoyyaroLmx CBOe pas3BnTrE BO
BHYTPEHHMX LOKYMEHTax CNOPTUBHbIX ¢he-
Jepaunin, KOTopbIM NPEAOCTaBNEHbl OCTa-
TOYHO LUMPOKME ANCKPETHBIE MOSTHOMOYMS B
9TOM BOMpOCeE.

B HekoTOpbIX wWTarax onpeaensioTcs
KPUTEPUM YCTAHOBNEHUS BO3MOXHbIX WC-
KJTIOYEHNM UM OFPaHMYEHNn Ha y4acTue B
COPEBHOBAHMAX, KOTOPbIE NPU3HAKTCHA pas-
YMHBIM C Y4€TOM XapakTepa v uenn nes-
TeNbHOCTW, NOCNEACTBUN NUCKITIOYEHNUS WA
OrpaHuyeHuss Onsg J0Oen MCKIIYEHHOro
WJIN OFPaHNYEHHOrO MoJa, a Takke Hanm4ms
Apyrnx BO3MOXHOCTEN Onsd npencraBuTe-
el onpefenieHHoro nofaa WCKIOYEHHOrO
WM OrpaHW4YeHHOro nofna yyacTBoBaTb B
MepOonpUATUN.

AHann3 BHYTPEHHUX OOKYMEHTOB CMOp-
TUBHbIX dpeaepaumii nokasbiBaeT GopMUpPOo-
BaHVE pPasNYHbIX MOAXOA0B K PELUEHUIO
JaHHOW npobnembl. B OTHOWEHUW OnnMm-
NMUACKMX BUAOB CNopTa BOMPOC O FreHAEPHOM
BepudmkaLmm NogHMMAETCH TOSIbKO B Cy-
Yyae npoBeaeHnss O0TOOPOYHbLIX COPEBHOBA-
HU. [Mpy 9TOM OPUEHTMPOM BbICTYNAOT
TpeboBaHUA MeXAyHapOOHbIX CMOPTUBHbIX
opraHusauuin.B octanbHbIX Cinyyasix Haumo-
Ha/lbHbIE CNOPTUBHbIE peaepaumn oTkasbl-
BaOTCS OT MPAKTUKN BbIPABOOTKM YETKNX KPU-
TepueB A0OMnycka K COPEBHOBaHUAM, a Cre-
JoBaTeflbHO, U reHaepHon BepudurKaumn,
OrpaHnyMBasiCb yka3aHMEM Ha BO3MOX-
HOCTb 0OpalLLLEHNS 3a KOHCYNbTaunen K aKC-
nepTy B KOHKPETHOM Cly4ae, Bbli3BaBLUEM
COMHeHwue. lNMokazaTenbHO 1 To, 4TO PyKOBO-
Aswme NPUHUAMBLI MO BKJIKOYEHUIO B CMNOPT
TpaHCreHaepHbIX N reHaepHo pasHoobpas-
HbIX vy, 2019 1., KOTOpPbIE OOJKHbI CIYXUTb
OPUEHTUPOM A1 CNOPTMBHLIX deaepaunii,
TLWATENbHO 0OXOASAT BHMMaHMEM 3TOT BO-
NpocC, NLWb BCKOJIb3b YNOMUHAA O HANN4nu
[aHHbIX OTHOCUTEJIbHO CBSI3U YPOBHSA TECTO-
CTepoHa C psaoM GU3NONOrMyecknx noka-
3aTefieil, 3Ha4YMMbIX C TOYKM 3peHus obe-
CrMeYyeHnsa CrpaBeniMBON KOHKYPEHUMN B
croprTe.
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OCHOBHBIE NOAXOAbI K NPABOBOM
PEFJIAMEHTALIUM BONPOCOB FrEHAEPHOM
BEPUOUKALIUM B CNOPTE: CPABHUTEJIbHDLIN
AHANN3!

Borodina M.A., Suvorov G.N., Mashkova K.V.

THE MAIN APPROACHES TO THE LEGAL
REGULATION OF GENDER VERIFICATION
IN SPORT: A COMPARATIVE ANALYSIS?

leHeTn4yecku 00yCI0B/IEHHbIE PA3JINYMSI B POCTE, MYCKYynaType v psiae apy-
rmx u3nonaornyeckmx napameTpax obyCc0BANBAIOT CYyLLIECTBEHHOE MpPpeumMy-
LLECTBO MYXYUH NMEPEe XEeHLUMHaMU B TEX BUAAX CropTa, B KOTOPbIX KITIOYEBLIE
rnokasaresiv 3aBUCSIT OT CUJIbl, CKOPOCTU U BbIHOC/IMBOCTU. [laHHbIE pa3ingmsi
JarT OCHOBaHMS 3asiB/1siTb O HEOOXOANMOCTM COXPaHEHMS NPaKTUKU rnpoBeae-
HUST OTAEJIbHbIX COCTS3aHWM A1 pa3Hbix nosao8. OAHAKO peLleHne 3Toro Bo-
npoca Ha rnpakTuke He SIBJSIeTCSl CTOJIb O4EBUAHBIM, MMPUHMMAsT BO BHUMaHNe
Hannm4ne L ¢ HeONpPeaeIeHHON reHAepPHON MAEHTUYHOCTbIO U TPpaHCreHae-
poB. AHann3 AeriCTBYIOLLEro 3aKoHOAAaTe/IbCTBa 3HAYNTESIbHOrO Y1Ca rocy-
AapcTB 03BOJINII BblIAENTb HECKOJIbKO 1MoAxoAoB: 1) mrHopupoBaHue He
TOJIbKO POBJIEMbI y4aCTUSI B CIIOPTUBHOMN AESTEbHOCTU JINL, C HEOMNPEAEes1eH-
HOVi reHAepPHOM MAEHTUYHOCTbIO N TPaHCreHAepoB, HO 1 BOMpoca nx ocoboro
npaBoBoro craryca B uesom (Ipeuns, Nspanns, Upnarnans, Kunp, Jlateus v
Ap.); 2) npusHaHWe reHaepHoOro MHOroobpasaus n peLueHue npobiem vl ¢ He-
ornpenesIeHHoW reHaepPHoOV NAeHTUYHOCTbIO Y TPAHCIeHAEepPOoB C no3vumm o0-
LUMX [TOJIOKEHUV 3aKOHOAATE/IbCTBA O HEANCKPUMUHaLMM 6e3 ornpeneseHus
crieunguky cropTMBHOM aesitesibHocTy (benbrus, BeHrpus, ®PI, OpaHums);
3) npu3HaHue reHaepHoro MHOroobpasusi, CornpPOoOBOXAAIOLLEEeCs CTPEMIIEHU-
eM OrpaHnYnTb BO3MOXHOCTU y4acTusl TPAHCreHAEPOB B CIOPTUBHbIX COCTSI-
3aHusIX B Liensix obecrnevyeHunss cripaBeasimBoi KOHKypeHuun (bpasuvnvs); 4)
npu3HaHue reHaepHoOro MHoOroobpasus ¢ rnocaeayrLLen pernaMmeHTaumneri Bo-
MPOCOB y4acTusl B CrIOPTUBHbBIX COPEBHOBAaHUSIX JINL, C HEONPEAE/IEHHOM EeH-
JEPHOV MAEHTUYHOCTbIO 1 TpaHcreHaepoB (ABcTpanus, BennkobputaHus, Ka-
Hapaa, CLLA). B nocneaHem rpociexnBaroTcs ABe 3aKOHOMEPHOCTM: BO3MOX-
HOCTb (POPMUPOBAHUST PA3JINYHbIX, MHOr4Aa ANaMeTPasibHO MPOTUBOMOI0XHbIX
roAXo0A0B K PeLLeHuio AaHHOM npobemMsl BBuaY eneparyBHOro yCcTponcTBa
rocyaapcTB, v aKTYBHOE BOBJ/IEYEHUE B 3TOT MPOLIECC HALIMOHA/IbHbIX CIIOPTUB-
HbIX penepauuii.

KnroyeBbie cnoBa: reHgepHasi UAEHTUYHOCTb, TRPAHCIreHAEPbI, CriopT, reH-
JAepHasi Bepugukaums, npaBoBOE PErynpoBaHme.

Genetically determined differences in height, musculature and a number of
other physiological parameters lead to a significant advantage for men over fe-
male in kind of sports where the key indicators depend on strength, speed and
endurance. All above suggest the need to maintain the practice of holding sep-
arate competitions for different genders. However, the practical solution to this
issue seems not that obvious, taking into consideration persons with an indeter-
minate gender identity and transgender person. Analysis of the current legisla-
tion of a significant number of States has allowed to identify some approaches:

" cenenosaHue BoINOMHEHO NPy hUHAHCOBOM noaaepxke Poccuiickoro doraa dpyHaaMeHTabHbIX uccne-
nosaHuii (PODU) B pamkax HaydHoro npoekta N2 18-29-14055

2 The reported study was funded by RFBR according to the research project N2 18-29-14055
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1) ignoring not only the problem of participation in sports activities of persons
with an indeterminate gender identity and transgender person, but also the is-
sue of their special legal status in general (Greece, Israel, Ireland, Cyprus, Lat-
via, etc.); 2) recognizing gender diversity and solving the problems of persons
with an indeterminate gender identity and transgender personfrom the position
of general provisions of non-discrimination legislation without defining the spe-
cifics of sports activities (Belgium, France, Germany, Hungary); 3) recognition
of gender diversity but with strive to limit the opportunities for transgender per-
sonfor participation in sports in order to ensure fair competition (Brazil); 4) rec-
ognition of gender diversity with consequent regulation of sports participation
of persons with an indeterminate gender identity and transgender
person(Australia, great Britain, Canada, USA). Demonstrating the last example
two patterns can be revealed: a possibility of developing different, sometimes
diametrically opposite approaches to solving this problem due to the Federal
structure of States, and the active involvement of national sports federations in

this process.

Keywords: gender identity, transgender person, sports, gender verifica-

tion, legal regulation.

leHeTnyeckn oByCnoBfIEHHbIE Pa3nnNyns
B POCTE, MyCKynaType 1 psae apyrux pusn-
ONIOrMYECKNX MapameTpoB 0BYCNOBANBAKOT
CYLLLEECTBEHHOE MPEVMYLLECTBO MYXUUMH Nne-
pen XeHWwmMHaMn B TEX BMOax CnopTa, B KO-
TOPbIX KJIIOYEBbIE MOKA3aTeNM 3aBUCAT OT
CUJbl, CKOPOCTU U BbIHOCNNBOCTU.. JaHHble
pasnuuns garT OCHOBaHUSA 3asiBNATb O He-
00X0AMMOCTM COXPaHEeHUsI MPakTUKU MNpo-
BELEHNSI OTAENbHbIX COCTA3aHUA Ons pas-
HbIX MNosioB. OgHaKo peLleHne 3Toro Bonpo-
ca He FB/ISeTCS CTOJIb O4EBUAHbLIM, NPUHN-
Mas BO BHMIMaHMe Hanmyme nuL, c Heonpeae-
JIEHHOWN TFeHOEPHOW UOEHTUYHOCTbIO. BBe-
JeHHas gnsa obecneyeHus cnpasenviBoM
KOHKYPEHLMW MpakTMKa FeHeTU4Yeckoro wu
rOpPMOHaNIbHOr0 TECTUPOBAHUS C  LESbIO
onpeaeneHnsa nona y CropTCMEHOK, npe-
BpaTMAacCh «B HEYKJTIOXMIA MEXaHU3M BblsSiB-
NIeHNs1 HapyLUEHWIA NOSIOBOro passutTus»[1],
NopoAVBLLNI HEMANO 3TUYECKMX Npobnem:
OT HapPyLUEeHWS TaliHbl YACTHOW XWU3HU 1 PaB-
HOro OCTyna K CrOPTMBHLIM COCTA3aHUSAM
BMJOTb OO cTurMatmsauum. HecoeplueH-
CTBO npeasiaraemMbiXx METOAMK TEeCTMpPOBa-
HUSI, B TOM YMCJIE OCHOBAHHbIX Ha OOCTUXE-
HUSAX COBPEMEHHON MeauUVHCKOW reHeTu-
K1, NpmBenn K GOPMUPOBAHUIO MeXayHa-
pPOOHBIMM  CMOPTUBHLIMK  degepaunsaMmu
BECbMa M36MpaTelbHOro Noaxona K pelle-
HUIO OaHHOM npobnembl. BoNbLWNHCTBO K3
Hux yxe k 2000 rogy oTka3anmcb OT PYTUH-
HbIX MPOBEPOK AJ19 YCTAHOBAEHUS MCTUHHO-
ro nosa crnopTtcMmeHa. bonee akTMBHyIO No-
3mumio 3aHana MexayHapogHas denepa-
umsa nerkon atnetukn (MAAD), roe B kave-
CTBE KJIIOYEBOr0 NapameTpa reHaepHom Be-
pudunkaummn 6bin NPUHAT YPOBEHb TECTOCTE-
pOHa, HECMOTPSA Ha TO, 4YTO OH ABNFEeTCH Aa-
JNIeKO He eMHCTBEHHOW NepeMeHHOW, BnS-
loLer Ha GU3nNYecKyto Cuy, BbIHOCIMBOCTb
nnu myckynatypy. Cneumanmctamm otMmeda-

eTcsl He0OX0AMMOCTb y4eTa aHTPONoOMeTpU-
yecknx, Gpuanonormyecknx, rnomexaHmye-
CKUX N PYHKUMOHAbHbIX NEPEMEHHbIX, KO-
TOpblE COXPAHAOTCA B pe3ysbTaTe MNoJjioBo-
ro CO3peBaHus Y MYX4MH, Hanpumep, PocCT.
Ob6pallaeTcs BHUMaHWE U Ha UCcreaoBaHms
MbILLEYHOWN NaMsATU, KOTOPblE MOKa3bIBALOT,
4YTO MOcse NpoLleamnx TPEHNPOBOK «OCTa-
TOYHbIE  MMOHYKNeycbl»  obecrnedymBaioT
OonbLUNI 1 BLICTPLIN POCT NMpu Nepeodyye-
HUN MbILL[2].

OTpenbHble rocyaapcTBa B NOA0OHbIX
YCJIOBUSIX OKa3blBAOTCS B 4OCTATOYHO TPYA-
HOW cuTyaumun, NOCKONbKy, C OOHOM CTOPO-
Hbl, OHW LOJ/KHbI 06ecneynTb Makcumalsb-
Hble BO3MOXHOCTM CBOUM rpaxgaHam ans
3aHATUS CMOPTOM B LIEJIOM Kak OCHOBbI AJ1s1
MOJIHOLLEHHOr0 Pa3BUTUS U BO3MOXHOIO
nyTM camopeanndaumm B npodeccmoHasnb-
HOM CropTe, C APYrol CTOPOHbI, OHW O0JX-
Hbl NpeaynpeanTb BO3HMKHOBEHWE HEeus-
OeXHbIX NMpobremM, NOPOXAEHHbIX HEOOHO-
3HAYHOW reHaepHoON caMmonaeHTudukaumen
oTaenbHbIX nuL. MNpobnembl coaepxatca B
LUIMPOKOM Amana3oHe BONPOCOB, CBA3AHHbIX
HEe TONIbKO C HalMyMemM HeoOOCHOBaHHbIX
dUN3NYECKNX MPENMYLLECTB, HO 1 C COBMECT-
HbIM MCMONIb30BAHMEM CMOPTUBHOW NHPa-
CTPYKTYPbI (pa3geBanok, AyWEBbIX U MNp.).
AHanns3 OencTByOWEro 3aKkoHOA4ATENbCTBA
nokasbliBaeT OTCYTCTBME UX YHUBEPCASIbHO-
ro peLweHus.

JloBOSIbHO NPOTUBOPEYMNBO B 3TOM CMbIC-
ne oirnaaut onbiT CLUA, roe HecMoTps Ha
NpuHaTME AKTa O 3anpeTe OUCKPUMUHAUUN
Mo Npu3Haky nona, reHaepHom NOEHTUYHO-
CTW 1 CEeKCYyasibHOM opueHTaumMn u ans opy-
rmx uenen ot 20 ceHtabps 2019 roga (3a-
KOHa O paBeHcTBe) [3], 3akpennsowiero
MaKCUMasibHO LUMPOKYIO TPakTOBKY Mona,
KOTOpasi ctana BK/oYaTb CeKCyanbHY Opu-
€HTauMIo N reHAEPHYI0 WAEHTUYHOCTb, MHO-
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rme wTaTtbl, MNONb3yscb OGecnpeugeaeHTHO
LWVPOKMMW MOJIHOMOYUSMU B chepe Hop-
MOTBOPYECTBA, PELLUMNIIN OTCTOATb UHTEPECHI
CMOPTCMEHOK, CO3[aB YCNOBUS O/ OTCTY-
MJAEHNS OT JIOXXHO MOHATLIX UAEN ToNepaHT-
HOCTU N NOJINTKOPPEKTHOCTMU.

Ana OOoCTMXEeHUsa MNOCTaB/IEHHOM LEenmn
OTAENbHbIE LWTAThI, KAK NPaBuiio, CTPEMATCH
nponucartb MexaHn3Mm reHaepHomn sepmndun-
Kaumm (UCKJIIOYEHME COCTaBMSIOT LWTaThl
Anabama n [xopoxust), KOTOPbIA MOXET
orpaHnyMBaTbLCH NPOBEPKOW MNosa, ykasaH-
HOro B CBUAETENLCTBE O POXAEHUM (LUTAThI
AlnoBa, BawmnHrtoH, KeHTykkn), nmbo BKIO-
yaTb KOMMJIEKC Mep, NpeanonaratLmx BO3-
MOXHOCTb MPOBEEHNS COOTBETCTBYIOLLENO
reHEeTMYEeCKOro TEeCTUPOBaHUSA, a Takxke
OLEHKN YPOBHSI TECTOCTEpPOHA (wTatbl An-
naxo, ApnsoHa, 3anagHas BupoxuHus, Ko-
nopano, MuHHecota, Hbto-Xemnwunp, TeH-
Heccu). [pn 3TOM BOMPOCHI y4acTus B CO-
PEBHOBAHUSAX TPAHCreHAEpPOB KakK MpaBuiio
HE pernamMmeHTUpPyTCs (MCKIoYEeHNE — WTaT
Mwuccypn).

B BenukobputaHum HOpMaTMBHOE pery-
NMPOBaAHNE 3TUX BOMPOCOB OCYLLECTBIISET-
CSl Ha Pa3HbIX YPOBHSX: 6A30BbIE MOIOXEHNS
MPOMMCbIBAIOTCS B 3aKOHax, B TO BPeMS Kak
aetannsauus npouenyp Aonycka ykasaHHbIX
ML, K COCTSI3aHUSIM OCYLLLECTBSETCA B CO-
OTBETCTBYIOLLMX PYKOBOACTBAxX AJig Crop-
TUBHbIX depepaumi. AHann3 coaepxaHus
PYKOBOACTB MO3BONIAET BbIABUTb MOMbITKM
peann3auum nparmMaTMyeckoro nogxoga K
pEeLLEHNIO BONPOCa 0 BO3MOXHOCTM JOMNycKa
K CMOPTUBHBLIM COCTA3aHUAM UL, HE OTBe-
YaloLWmMX KNacCu4Yeckum rnpeacTaBieHnsamM o
MoJIOBOV nMpuHaaiexHocTu. loaxon cocto-
UT B BbIpaboTKe pasnnyHbIX cTpaTeruin B 3a-
BUCMMOCTW OT YPOBHSI COPEBHOBAHWM, B1aa
cropTa (KOHTaKTHbIA/ HEKOHTaKTHbIN), Gu-
3MO0JIOMMYECKMX XapPakTEPUCTUK CNopTCMe-
HOB, noapasgensemMblx Ajisg 3TuxX uenemn Ha
HECKOJIbKO kaTeropuii. BenukobputaHus
ocTaBnsieT 3a coboil npaBo JonyckaTb
TpaHCreHAepHbIX CMOPTCMEHOB K y4acTUIO B
HaLMOHasbHbIX COPEBHOBaHUSAX, obecneyn-
Basi 60siee MHKO3MBHBbIV NOAXOM CO CTOPO-
Hbl HALMOHAIbHbIX PYKOBOASALLVIX OPraHoB, a
Takxke BblpabaTbiBaeT Npasuia Aonycka mx K
MeXOYHAPOOHbIM CMOPTMBHbLIM COCTA3aHU-
SIM C YHETOM CJIOXMUBLUMXCS TPEOOBaHWIA.

KaHapa nowuna ¢akTtuyeckm no Tomy xe
MyTn 3aKOHOO4ATENIbHOr0 PacCLUMPEHNS Tpak-
TOBKM Nona, kotopas ¢ 2017 roga oxeaTbiBa-
€T CeKCyaJlbHyl0 OpUEeHTauMIO, FreHOEPHYIO
MOEHTUYHOCTb UK BblpaXeHue[4], a Takxke
npenocrtaBmia BO3MOXHOCTb AeTanm3aumnm
BOMPOCOB [0MNyCcka K COpeBHOBaHuMAM Ka-
HaZICKOMY LEHTPY MO 9TUKe B CropTe
(KLLEC), koTopblin pa3paboTan pekoMmeHaa-
UMM oS CNOPTUMBHBIX OpraHn3auuin no cos-

OaHNIO WHKIIIO3VMBHOM cpeabl Ons TpaHc-
cnopTcMeHoB [5], u camum deamepaumam
peanna3yiLmMM X Ha MNpakTUKe C Y4eTOM
cneundurKkn KOHKPETHOro B1aa crnopra.

Cpean  npuHUMNManbHbIX  yKasaHWui
KU3C cnenyetr oTMeTUTb HEOOXOAMMOCTb
pa3paboTkm NONTUKM B OTHOLUEHWM TPAHC-
reHgepoB, COOTBETCTBYIOLLEN YPOBHIO dak-
TUYECKM NMPOBOAMMbIX COPEBHOBAHUN, a HE
oTpaxaiowien TpeboBaHUsA CcnenyloLero
YPOBHS KOHKYpEeHUMN (B YacTHOCTWU, OTOO-
POYHbIX TYPHUPOB 41 y4acTusa B MexXayHa-
POAHbIX COCTA3aHUSAX), YTO MO3BOJSET Ha
HaUMOHANIbHOM YPOBHE MrHOpuUpoBaTb 60-
Niee XecTkne TpeboBaHUS OTAENbHbIX MEX-
nyHapogHbix depepauunii. C y4eToM 3TOrO
BonenbonbHas accoumaums OHTapuo npu-
3HaeT Bce GOpPMbl FrEHAEPHOrO BbIPAXEHUS
1 nogaepXxveaeT CNOPTCMEHOB, COPEBHYIO-
LLMXCS B TOM FreHOepHON KaTeropuu, ¢ KOTo-
poli OHW cebs MAEHTUPULMPYIOT, HE3ABUCH-
MO OT N0J1a, yKa3aHHOIr0 B X CBUAETENLCTBE
0 POXAEHUN UKW APYrnxX opurumanbHbIX ro-
CYAApPCTBEHHbIX AOKYMEHTax, 1 HE3aBUCUMO
OT MNPOXOXAEHUS Kakoro-nmbo MeamLmH-
CKOro fiedyeHnst No cMmeHe nona. Npu atom
nepexogsime OT My>X4MHbI K XEHLIVHE nvua
CUMTAIOTCS XEHLWMHAMK, a nepexogsawme ot
XEHLMHblI K MYX4YMHE Nnua O0SXKHbl pac-
cMaTpuBaTbCs kak MyX4uHbl [6]. OgHako
3170 He nomewano KaHaackon denepauunm
ronbda, NPOBO3MIACUBLIEN MPUBEPXKEH-
HOCTb MONUTMKE CO30aHUS YCNOBWUIA Ong
y4acTusi B COPEBHOBAHUSAX TPAHCTeHOEPHbIX
WIPOKOB B COOTBETCTBUM C UX FEHOEPHON
WOEHTUYHOCTBIO, YykasaTb Ha Heobxoau-
MOCTb COXPaHeHWsi OTHOCUTENBHOIo GanaH-
ca VHTEPECOB B Lensix obecnedyeHus cnpa-
BEOJ/IMBOI KOHKYPEHLMMW, 3aKpenmnB HEOOXO-
OMMOCTb 3aBEPLUEHNST HE TOJIbKO XMPYPrn-
YeCKMX aHaTOMWUYECKUX WU3MEHEHUN, HO W
ropMoHanbHoM Tepanum [7].

JlocTaTo4HO MHOIo BHUMaHWs npobaeme
reHgepHon sepudurkaumm B cnopTe yaens-
eTcea B ABCTpanuu, rae B cuny peneparuns-
HOro YCTPOMCTBa rocygapcrea M OTHOCU-
TeNbHOW aBTOHOMUM CNOPTUBHbLIX dhenepa-
uMin cOpMMPOBANOCH TPU YPOBHS MpPaBo-
BOIr0 PErynpoBaHns COOTBETCTBYIOLLMX OT-
HoweHun. Ha depepanbHOM ypoBHE OEWN-
ctByeT 3akoH «O guckpymMmHauuu no npu-
3Haky nona» 1984 ropa [8], npu3BaHHbIN
YCTPaHUTb, HACKOJIbKO 9TO BO3MOXHO, ANC-
KPUMUHAUMIO B OTHOLLEHUM 1AL, MO NpU3Ha-
Ky nona, CeKkCyaJlbHOW OpueHTauun, reH-
LEPHON MOAEHTUYHOCTU, NHTEPCEKCYaNbHOIO
cTaTyca, B TOM 4Yucie nocpeacTBOM 3akpe-
niaeHus 3anpeTta ANCKpUMUHaUMKN dusnye-
CKOro nua Ha OCHOBaHUWM ero reHaepHom
MOEHTUYHOCTM  WUAN  MHTEPCEKCYasIbHOrO
cTaTyca npv onpeneneHnm ycnoBui n Hemno-
CPeACTBEHHOM MPUHATUN PELLEHUS O YSIEH-
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CTBE B JINLEH3NPOBAHHOM CMOPTUBHOM KJ1y-
6e. MNpu 3TOM He NPU3HAETCS ANCKPUMMHA-
LMEeN UCKOYEeHWEe OTAENbHbIX NUL, U3 y4a-
CTUS B Nt0OOWN CNOPTUBHOM AEATENLHOCTU, B
KOTOPOW BaXHbl CuNa, BbIHOC/MBOCTb WU
TENOCNoXeHNe CNopTCMEHOB(CT. 42).

HanbHenwas getanus3aums 3Tux MNono-
XXEHUIM  OCYLLECTBASETCHA 3aKOHO4ATElb-
CTBOM LUTATOB, rAe MOryT OnpenenstbCcH
KPUTEPUM YCTAHOBNEHUS BO3MOXHbIX WC-
KNMIOYEHNN NN OFPaHNYEHMIA HA y4acTue B
COpPEBHOBAHUSAX, KOTOPbLIE NPU3HAKDTCHA Pas-
YMHbIMW C Y4E€TOM Xapaktepa W uenv aes-
TENbHOCTW, NOCNEACTBUN UCKIIIOYEHUS WA
OrpaHuyeHuss Ons Jo4en MUCKIIYEHHOro
WM OFPaHNYEHHOr0 K y4acTuio Nona, a Tak-
e Hanmuns Apyrnx BO3SMOXHOCTEN s yka-
3aHHbIX 1L, y4acTBOBaTb B Meponpusatun. B
4YacTHOCTU, reHaepHasa Bepudurkaumsa B co-
OTBETCTBMU C TpeboBaHnaMmn MexayHapoa.-
Horo onumnuickoro komuteta (MOK) un
MEXAYHapPOAHbIX CMOPTUBHbLIX denepauunii,
npu3HaeTcs 06a3aTenbHON Npu oTbope Ha
MeXOyHapoOHble COPEBHOBAHMA (LTaTthbl
lOxHasa Aectpanusi, Buktopusa n CesepHas
Tepputopusl). bonee XecTkyio no3vumio B
3TOM BOMPOCE 3aHs/ 3aKOoHoAAaTeNb wTaTa
TacmaHug, KOTOpbI [ONYyCTU  BO3MOX-
HOCTb AMCKPYMMUHALMM MO NPU3Haky nona
Jaxe B OTHOLLEHMM YNIEHCTBA B knybe, ecnu
OHO K3HayasbHO OOCTYMHO TOJIbKO Nvuam
ofHOro nona.

JocTtaTtoyHo 6GonblIOK MaccuB perna-
MEHTUPYIOLLMX JOKYMEHTOB CHOPMUPOBaA-
CS1 Ha HErocyaapCcTBEHHOMY YPOBHE. B nione
2019 ropa ABCTpanuiickon KoMUccuern no
npaesam YenoBeka Oblnn paspaboTaHbl Pyko-
BOASILLME MNPUHLMMNBI MO BKKOYEHUIO B CMOPT
TpaHCreHAEepPHbIX N reHAepHO pasHoobpas-
HbIX Ny, [9], KOTOpble, BNPOYEM, HE HOCAT
0o6Leoba3aTeNnbLHON0  Xapaktepa, B Cuiy
4yero crnopTmeHble denepaunn GopMnpyoT
pasnuyHble MoaxoAbl K PELUEHUIO OaHHOM
npobnembl. AHanna3 paspaboTaHHbIX dene-
paumsMu AOKYMEHTOB MNO3BOSIET BbIOENNTD
[Ba Hambonee pacrnpoCTPaHEHHbIX MOAXO-
pa:
1) npoBepeHmne reHgepHom Bepudmka-
LM CNOPTCMEHOB B COOTBETCTBUN CO CTaH-
JapTaMn MexayHapoOHbIX CNOPTUBHBIX Op-
raHn3auuin B OTHOLLEHUN ONUMITUMACKNX BU-
[OB criopTa B Criy4ae npoBeneHns otbopoy-
HbIX COPEBHOBAHUN;

2) 0Tka3z OT YyHMBEpCaJbHOM MPaKTUKK
NnpPOBeLEHNs TreHAEepPHON Bepudbwmukaumm c
COXPaHEHNEM BO3MOXHOCTU  MOJTy4EHUS
KOHCYNbTaLMKM 9KCnepTa B KaXXA0M KOHKpPeT-
HOM Ciy4yae, BbI3BaBLUEM COMHEHME.

JaHHble noaxodbl HE UCKIOYAKOT Hau-
yns 6onee XecTKnxX NpaBusl, KOTOpblE MOMU-
MO MNPUHATON B HACTOSILLEE BPEMS OLLEHKU
YPOBHSI TECTOCTEpOHa, MOryT npegycma-

TpUBaTb U3yYeHUe OTAENbHbIX PU3NYECKNX
nokasartesiel Cufbl, CKOPOCTU N BbIHOC/N-
BOCTM, 4YTO, B YACTHOCTU, XapakTEPHO ANa
aBcTpanuinckon PyTéonbHOM nurn.

B cTpaHax KOHTUMHeHTanbHOM EBponbI
npaBoBasi pernameHTauus paccmaTpuBae-
MbIX OTHOLUEHUIM OCYLLECTBNSETCH BeCbMa
coepxaHHo. B ®PI 3akoHopaTenb daktuye-
CKM OrpaHuymBaeTcs 3akpenseHvem B 3a-
KOHe 06 M3MEHEHUN MMEHWN N onpeaeneHnn
nonas 0cobbIx cnyyasax 1980 r. (Transsexuals
Act - TSG) npaea Ha onpeneneHne reHaep-
HOM WAEHTUYHOCTU, BKJOYASA KOPPEKLMIO
nona, a Takxke npaea Ha MCMOJIb30BaHME Ka-
Teropun «TpeTtbero nona» [10]. Huyero cy-
LLECTBEHHOIO B PELUEHME paccmaTpuBae-
MOro BOMpoca He npuMBHOCUT 1 OOLWwmin 3a-
KOH 0 paBeHcTBe [11], NOCKONbKY Kaknx-sm-
60 cneumnanbHbIX NpPeanucaHnii ans cnop-
TUBHOM Chepbl HE yCTAaHABANBAET.

B 10 xe BpemMs 03ab60O4YEHHOCTb MO OaH-
HOMY BOMPOCY MPUCYTCTBYET, YTO Npenmy-
LLECTBEHHO HAXOAUT CBOE BbIpaXXeHME B Ae-
aTenbHocTM PepepanbHOro aHTUANCKPU-
MWHaLUWOHHOIo areHTcTea, kotopoe ¢ 2017
roga paboTtaeT Hag, TeMO TPaH3UTUBHOCTHU
M VMHTEPCEKCYaNlbHOCTU, HO B AAHHOM BO-
npoce opueHTupyetcs Ha no3nuuio MOK un
MAAD. Ob6cyxpaeTca aTa npobnema 1 Ha
JOKTPUHANBbHOM YpPOBHeE. B yacTHOCTU, Bbl-
CKa3blBAETCHA MHEHME O TOM, 4YTO MPakTUKye-
MOE€ pasfeneHne Mexay My>kdMHaMU U XXKEH-
WMHaAMN B HALMOHANIbHOM U MeXAyHapona-
HOM CMopTe ABNASeTCH €ANHCTBEHHO Pa3yM-
HOI 1 [ONYCTUMOW Mepoi ansa obecnevyeHns
crpaBeniMBOM KOHKypeHuunu B cnopTe. Mpu
9TOM OTMEYaeTCs, YTO nNaToIornyecku
CINLLKOM BbICOKUI YPOBEHb TECTOCTEPOHA Y
HEKOTOPbIX XEHLLUVIH, HE O3HAYaET PaBHOro
NoBbILLIEHNST PaBOTOCNOCOOHOCTU OO0 MYX-
CKOro ypoBHsi. COOTBETCTBEHHO, HanM4ne y
MHTepCeKCyasibHbIX CMOPTCMEHOK HeBOosb-
LIOro npeuMyLlecTBa Hag CBOUMU KOHKY-
peHTaMN B HEKOTOPbLIX JIErkoaTNeTU4eCckmnx
OMCUMMINHAX, He O0J/PKHO MpensTcTBOBaTb
MX JOMYCKY K >XXEHCKMM COPEBHOBAHUSIM.
Bce octanbHoe 6bin0 6bl HEAOMYCTUMOW
OuckpuMmnHaumein, 6yab TO BBEOEHME Tpe-
Tbero CTapToBOro Kfacca (419 Tak Ha3biBae-
MOIro TPeTbero nosa, ydakoHeHHoro B @PIN)
WM MCNOMb30BaHNE YPOBHS TECTOCTEPOHA
B KQ4eCTBe KpUTEpUs JOoMNycka K COPEBHOBA-
Husam [12].

B Lenom MOXHO KOHCTaTMpOBaTb, YTO B
CTpaHax KOHTMHEHTasbHOMW EBponbl naeun
reHaepHom Bepmdurkaumm B CNOPTE Ha 3aK0-
HOOATe/IbHOM YPOBHE HE NMPOCNeXnBaloTCs,
MOCKOJIbKY HaLMOHaNbHbIE MPABOBbIE CU-
CTEMBbI, Pa3BMBasACb B PyCrie nNpennmcaHuni
Onpexktne EC o HeguckpummnHauum [13,14,
15], npenmMyLLecTBEHHO 3akpennsaioT obLme
NMOMOXEHNS O peanuaaumm NpuHuMna pas-
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HOro obpalleHna u 4eTann3npyoT UX TOSb-
KO MPUMEHNTENBHO K chepe TPyaoBON Aes-
TENbHOCTU, MPODECCUOHANTBHOIO 0OYHEHUS,
a TaKkxke OOCTyna K ToBapam W ycnyram, 4To,
B YaCTHOCTW, NOATBEPXAAOT PpaHLy3CKUN
3akoH N2 2008-496 ot 27 masa 2008 roga «O
Pas3nNYHbLIX  MOJIOXEHUSAX,  KacatloLMXCs
ajanTaumm K 3aKOHOAATEeNbCTBY CoO0OLle-
cTBa B obnactu 60pbObl C ANCKPUMUHALIN-
en» [16],6enbruricknin 3akoH «O 6opbbe €
onpeaeneHHbiMn  dopmMamMn  AUCKPUMUHA-
umn» ot 10 masa 2007 roga [17], BeHrepckum
3akoH «O paBHOM 0OpaLleHNM N MOOLLPEHUM
paBHbIX BO3MoxHocTen» 2003 roga [18], ko-
Topble Kakux-Mbo crneumasnbHbIX MOsoXe-
HUA OTHOCUTENIbHO HeOUCKPpUMUHAUUK B
crnopTe He cogepXaT. ITo 0OCTOATENLCTBO,
no-BMaMMOMYy, NOByanN0 K GOPMUPOBAHMIO
Bo PpaHuum depepaummn cnoprta rees u
necébusHok (FSGL), koTopas ob6beauHsieT
6onee 50 CcNOpPTMBHBLIX accoumauni Ha Tep-
putopun dpaHunKn, OXBaTbIBAIOLMX OKOIO
copoka B1aoB criopTa (6er, pytbon, 6backeT-
6on, nnaeaHue, ropHbIi Benocunen, 6aa-
MWHTOH U T. A.). MHOrme ctpaHbl BOOOLLE He
NOAHNUMAOT Ha 3aKOHOAATEeSIbHOM YPOBHE
BOMPOC O reHaepHom uaeHtnyHoctn (Mpe-
ums, Npnanansa, Kunp, Jlateua n gp.) [19], a
cnepoBaTesibHO, U HE PernaMeHTUpyioT BO-
NpOoCkl FeHAEPHON Bepudmrkauum B CNopTe.

ELie 6onee KkoHCepBaTUBHbIE B3MNSAbI HA
OaHHylo npobnemy obHapyxmBaloTca B N3-
paune, roe, Kak OTMEeYaeTcs cneunanmcra-
MW, CMOpT SABASIETCS OOHMM U3 CPEeAcTB
YKpenieHns TPaaMUMOHHBIX MpencTaBne-
HUI O reHaepe U reHaepHbIX Pas3nnynsx, 4To
obycnoenueaet 0Oonee cnaboe pasBuTUe
>KEHCKOro CrnopTa B LLESIOM, HE FOBOPS YXKE O
BOMPOCax BOBJIEYEHWSI B CMTIOPTUBHYIO XN3Hb
NNy, C HeornpeneneHHor reHaepHom npu-
HaOIeXHOCTBIO U TPAHCTEHAEPOB, KOTOPbLIE
npeanoYynTaloT CKpbiBaTb CBOKO CeKcyaslb-
Hyl0 opmneHTauunio[20].

Cpean ctpaH JlaTuHcKkon AmMepuku no-
BblLLEHHOE BHMMaHWE pPacCMaTPUBAEMONA
npobneme yaenset bpasuwnusa, nosogom
yemy nocnyxun ponyck MexayHapoaHon
depepaumenn Bonenbona HGpas3nNbCKOro
TpaHccekcyana TuddaHn Abpeyk y4acTuio B
COPEBHOBAHUAX B XEHCKOW komaHge. He-
CMOTpPSA Ha 9T0 B HaumoHanbHbih KoHrpecc
Bpa3unuu, a Takke 3akoHoAaTeNbHbIE CO-
6paHuns LTaToB, OblIM BHECEHbLI 3aKOHOMPO-
eKTbl, MpefycMaTpuBaoLLmne yCTaHOBIIEHNE
Bronornyeckoro rnosa B KayecTBe enuH-
CTBEHHOr0 KpuTepus ans onpeneneHuvs
BO3MOXHOCTU Yy4aCTUS B XXEHCKUX CMOPTMB-
HbIX COCTSI3aHUSAX Ha Tepputopun Bbpasu-
nvn. B kayecTBe aprymeHTa npuBOAUIICSH
[0BOJ, 0 TOM, 4TO AaXe XMPYPrMyeckoe BMe-
LaTeNbCTBO M rOPMOHaNbHasa Tepanus He
M3MEHSET  (DU3NONOrMYECKON  CYLLIHOCTU

CNOpPTCMEHa-TPaHCreHaepa, Y4To gaet emy
NPENMYLLLECTBO MO OTHOLUEHWNIO K KOHKYPEH-
TaMm. [pn 3TOM NoAYEPKUBAETCS, HYTO 3aKO-
HOMPOEKT HanpaB/eH HEe NPOTUB TPAHCIeH-
[epoB Kak TakoBblX, a UMEET LeNbio obecne-
YUTb PABEHCTBO BO3MOXHOCTEN COPEBHYIO-
LMXCcs Ha TeppuTopun Bpasunmm komaHg,
MpennonaraeTcs, YTO He coBNOAEHVE YCTa-
HOBJIEHHbIX TPEOOBaHMIN NOBNEYET AMNCKBA-
IMduKaunio N NULEHNE 3aBOEBAHHbLIX Ha-
rpag [21]. TpaHccekcyanbl, OAHAKO, CMOryT
y4acTBOBaTb B COPEBHOBAHUSX APYr C OPY-
roM, €CnM KOMaHAbl COCTOAT TOJIbKO U3
TPaHC-MY>XXHYNH NN TOJIbKO TPAHC-XXEHLLMH.

OpHako JaHHbIM 3aKOHOMPOEKT NOABEPr -
CSl KPUTUKE CO CCbINKoM Ha CT. 217 depe-
panbHOWM KOHCTUTYUMM Bpasunumn 1988roaa
[22], rapaHTMpyiOLLYyl0O aBTOHOMUIO PYKOBO-
OSLLMM CNOPTUBHBLIM YYPEXOEHUAM 1 acCo-
umaumsM BO BCEM, YTO KaCaeTCs UX OpraHu-
3aumn 1 gesatenbHocTu. M3 aToro 6bin cae-
J1aH BbIBOJ, O TOM, HYTO MHULMATOPbI 3aKOHO-
npoekTa He TOMbKO NPOTUBOPEYaT NPUHLM-
ny HeOWCKPUMMUHALMK, HO W MpeanaraioT
NPUHATbL 3aKOH MO BOMPOCY, HE OTHOCSILLE-
MyCsl K KOMMeTeHuun rocypapcrtea [23].
Kpome Toro, 66110 06paLleHo BHUMaHME Ha
TO, 4TO KOMaHAa, B KOTOpor urpaet Tudda-
HU ABpey ¢ 2017 roga oTBe4YaeT BCEM Tpe-
6oBaHuam depepaunn Boneibona CaH-
Mayny, KoHdenepauuun sonebona bpasn-
nnn, MexayHapogHon denepaumn BONen-
6ona n Komuteta MexayHapoOHoO Onvm-
nuagbl N0 GUTHECY, a CNOPTCMEHKA HE UMe-
€T HUKaKMX MPeuMYLLECTB Nepes ApyrMu
nurpokamu, 6yab TO CONEePHUKM UNn napTHe-
pbl N0 KomaHae [24]. JaHHbIi BONpoc cTan
npeamMeTom NyonnyHbIX cnywanunii B Komn-
TeTe no cnopty npwu MNanate genyratoB 26
nioHs 2019 roga. MNonbITKKM NPUHATUSA 3aKO-
HonpoekTa B CaH-Mayny Boobuie ctanu no-
BOOOM Ky/JM4YHbIM MpPOTECTaM, BCNeACTBME
4ero rosiocoBaHMe Mo HeMy B OKTSIBpe BbINo
OTJIOXKEHO, 4YTO MOCYXWJIO OCHOBaHNEM )15
HOBbIX e0aTOB B C/IEAYIOLLEM MECSLE.

Bbllen3noxeHHoe NO3BONSET caenatb
BbIBOJ, 0 POPMUPOBAHMN B Pa3HbIX rOCcyaap-
CTBax MPUHLMMMANBHO OTIMYAIOLLMXCS MO-
3MUMIA NO BOMNPOCY reHaepHon Bepudumka-
umm B cnopte. C TOYKM 3PEHUS OLLEHKU CO-
CTOSIHMS MPaBOBOr0 PEryaMpoBaHus pac-
CMaTpPUBAEMbIX OTHOLLEHWUIA, MOXHO Bbiae-
NNTb rocyaapcTea:

1) UrHopupytoLme He TONbKO Npobnemy
y4acTus B COPTUBHOM AEATENBHOCTM NL, C
HeonpeaeneHHon reHaepHom WOEHTUYHO-
CTbiO U TPAHCTeHAEPOB, HO 1 BOMPOC UX OCO-
00ro NnpaBoBOro cratyca B Lesom (Mpeumns,
MN3pannb, ipnangus, Kunp, Jlateusa v gp.);

2) NnpuaHatoLLme reHaepHoe MHoroobpa-
3ue, HO pelwawLwme npodnemMsl L, ¢ Heo-
npeaeneHHon reHaepHoOM NAEHTUYHOCTbBIO U
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TPaHCreHAEPOB C NO3MLMKN OOLLMX MOSIOXEe-
HWUIA 3aKoHOLATEesNbCTBA O HeAMCKPUMUHA-
umm 6e3 BblaeNeHus cneundurkm crnopTmuBs-
HoW neaTensHoCTU (Benbrusi, BeHrpus, OPT,
dpaHums);

3) NpuaHatoLme reHgepHoe MHoOroobpa-
31e, HO cYMTatoLLIMEe HEOOXOAMMbBIM OrpaHun-
4YUTb BO3MOXHOCTM y4aCTusi TPAHCrEHAEPOB
B CMOPTMBHbIX COCTSI3aHUAX B Lensx obe-
CreyeHns cnpasensiMBON KOHKYPEeHUUN B
cnopte (bpasunus);

4) npuaHaloLme reHaepHoe MHoroobpa-
31€e N CTPEMSILLMECS PErMaMeHTUPOBATL BO-
NPOCbl y4acTuUs B CMOPTUBHbLIX COPEBHOBA-
HUAX UL, C HeomnpenesnieHHoW reHaepHomn
WOEHTUYHOCTLIO W TpaHcreHaepoB (ABcTpa-
nus, Benukobputanumsa, Kanapa, CLUA). MNpwn
aTOM defepaTBHOE YCTPOACTBO Hepenko
obycnoenmBaetr dopmMMpoBaHMe aname-
TpasbHO NPOTUBOMOJIOXHbIX MOAXOA0B K pe-
LUIEHWNIO JaHHOM Npo6ieMbl.
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UCMNOJIb3OBAHME FTEHETUYMECKUX AAHHbBIX

NMPU OCYLLECTBJIEHUM JINMHOIO CTPAXOBAHMUSA
B CLUA, BEJIMKOBPUTAHUMU, KAHARE

U ABCTPAJIUN!

Istomin N.P., Suvorova E.l., Zenin S.S.

LEGAL REGULATION OF GENETIC RESEARCHES
IN THE RUSSIAN LEGISLATION IN THE CONTEXT
OF THE PROBLEM OF GENDER VERIFICATION
IN SPORT?

CoBpeMeHHbIe JOCTUXEHWNS] FEHETUKOB, M03BOJINBLUNE OCYLLIECTBUTL KapTy-
pOBaHWE reHoB Hac/1eACTBEHHbIX 60/I€3HEN, MOCTaBUIN Nepes 3akoHoaarenem
JI0BOJIbHO CJIOXHYIO 3aa4y Mo OnpeaeeHN0 OCHOBaHWN VI NPEeaesioB NCroJib-
30BaHVsi COOTBETCTBYIOLLEV HGpOpMaLmn B pa3sinyHeix cepax obLLeCcTBEHHOM
XWU3HU, B TOM YuC/ie - B cTpaxoBaHuu. [py 3TOM B O4HUX CTpaHax akLeHT aena-
eTCcs Ha 3aKoHOAAaTesIbHOM PEryMpoBaHnm, KOTOpoe B cay4ae ¢peneparnBHoro
YCTPOWVCTBA rocyAapcTBa MOXET OCYLLECTB/ISITbCS Ha pas3ndHoM ypoBHe (CLLA,
KaHapa), B apyrux — Ha camoperynvpoBaHum ( BeavkobputaHus, ABCTpanus).
Kpyr BonpocoB, oxBatbiBaeMbIX PErY/INPOBAHNEM, B 0O0MX CJ1yHasix O4eHb pa3-
HOOBPAa3€eH 1 MOXET BKJIHO4aTb: OLLEHKY BO3MOXHOCTM HarpasJ/IeHUs rnoasiexa-
LL|Ero CTpaxoBaHuIo InLia Ha FEHETUYECKOE rccaenoBaHme (KoTopasi, Kak rnpasu-
J10, ICKJII0YaEeTCs) 1 OCTyra CTPaxoBLUVKA K YXX€ NMEIOLLUMMCS pelybtartaM re-
HETUYECKUX UCCIIEN0BaHWV (KOTOpasi MOXET OrpaHnYnBaTbCs 3arnpeTtoM Ha ux
Mcrnosib30BaHWE); npasa Ha cOop reHeTMHeCcKol MHGopmaLmm 6e3 npoBeaeHUs
reHeTnYyecKoro TeCTUPOBaHWS, KOTOPOE MPU3HAETCS B Culy (pakTUHECKU CJ10-
XKUBLLEVICS MPAKTUKM aHaim3a CeMerHOro aHaMHe3a, OrnpeaesieHne yciaoBum n
rpeaenoB 1UCroJsib30BaHNSI FTEHETUYECKON MHPOPMaLMM, KOTOPbIE OObIYHO CBSI-
3bIBaKOTCS C IOJIYYEHNEM COIJlacysi 3acTpaxoBaHHOMo svua, obecrieyeHnem
KOHGMAEHUNAIbHOCTY MEPCOHAbHbIX AaHHbIX U TOJIbKO AJ1S LeJ1IEeN, paamn KOTo-
Pbix OHa Oblsia cobpaHa; yCTaHOBIEHNE KOPPENSILNN MEXAY peannlaumeri npa-
Ba Ha JOCTY K FreHETUYECKNM AaHHbIM 1 0ObEMOM CTPax0BOIro roKpPbITHs, KOTO-
POE MOXET CHUXATLCS B CJ1y4ae rosy4eHns 61aronpusiTHbIX JaHHbIX, OrpoBep-
rarmoumx BbIBOAbl, CAEIaHHbIE HA OCHOBE CEMENHOro aHaMHe3a.

KnoyeBblie crioBa: reHeTU4eckoe TeCTUPOBaHNE, CTPAaxXoBaHUEe, HEANCKPU-
MUHaUus, 3aLymTa nepcoHasibHbIX AaHHbIX, «[1PaBo Ha HE3HaHUE».

Modern achievements of geneticists, which have made it possible to map
the genes of inherited diseases, have set the legislator a rather difficult task to
determine the grounds and limits of the use of relevant information in various
spheres of public life, including insurance. At the same time, in some countries,
the emphasis is on legislative regulation, which in the case of a Federal struc-
ture of the state can be carried out at different levels (USA, Canada), in others,
more importance is attached to self-regulation (great Britain, Australia). The
range of issues covered by the regulation is very diverse in both cases and may
include: assessment of the possibility of referral for genetic research, which is
usually excluded, access to existing results of genetic research, which may be
restricted by a ban on their use; the right to collect genetic information without
conducting genetic testing, which is recognized by the actual practice of ana-

' MccnenosaHve BLINOMHEHO NPy GUHAHCOBON noaaepxke Poccuinckoro ¢poxaa GpyHaaMeHTanbHbIX Uccne-
nosaHuii (PODU) B pamkax HaydHoro npoekta N2 18-29-14056
2 The reported study was funded by RFBR according to the research project N2 18-29-14056
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lyzing family history; determining the conditions and limits for the use of genetic
information, which are usually associated with obtaining the consent of the pol-
icyholder, ensuring the confidentiality of personal data and only for the purpos-
es for which it was collected; establishing a correlation between the exercise of
the right to access genetic data and the amount of insurance coverage, which
may decrease if favorable data is obtained that contradicts the conclusions
made on the basis of family history.

Keywords: genetic testing, insurance, non-discrimination, personal data

protection, “right to ignorance”.

CoBpEMEHHbIE OOCTMXKEHUS TEHETUKOB,
MO3BOJIMBLUME OCYLLECTBUTb KapTUPOBAHNE
reHOB HacCNeACTBEHHbIX BonesHen, nocra-
BUAW Nepef 3akoHO4ATENeM  [OBOJIbHO
CNOXHYIO 3a4a4y Mo OnpeaeneHnio OCHOBA-
HUA 1N NPEnEnoB UCMNONb30BaHNSA COOTBET-
CTByOLWEN NHOOPMaLMM B padnyHbix che-
pax 06LECTBEHHOW XU3HW, B TOM YuChe - B
CTpaxoBaHuu. [10CTaTO4HO PaHO K 3TOW NPO-
6neme obpatunuce B CLUA, roe, Brnpoyem,
He cdopmMmpoBanocb eamHoOro nogxoga K
peLleHnto AaHHOoM NpobsieMbl HECMOTPS Ha
npuHatne B 2008 rogy 3akoHa 0 HeANCKPU-
MVHaUVN B OTHOLUEHUN FTEHETUYECKOW WH-
dopmaumm (GINA) [1]. Bo MHOrOM 3T0 00Ob-
SACHSAETCSA TEM, YTO OH PaKTUYECKM 3aTparm-
BaeT JNUWb KOJJIEKTUBHOE MeAUNUMHCKOE
CTpaxoBaHue, B TOM 4uucne obecrnednsBae-
Moe pabotopgartenem, korga dakrmyeckoe
nposiBfieHne 6onesHn UM paccTpomncTea y
0OHOro MHOVBUAA TakXke He MOXeT ObITb UC-
MOJZIb30BAHO B KAYECTBE FEHETUYECKOW WH-
dopmaumm 0 Apyrux YaeHax rpynnsl U ans
LanbHENLLEro yBeMYEeHUS NpeMnn aas pa-
6oTopaTens.

B oTHOWEHUN NHAMBMAOYANLHOMO Meau-
LIMHCKOrO CTpaxoBaHWUsl B Ka4ecTBe 0bLLero
npasunia 3akpeniseTcs 1 NoI0XEHNE O TOM,
YTO CTPaxOBLUMK HE OOSKEH KOPPEKTUPO-
BaTb pas3Mep npemMum nnm B3Hoca gns Gusn-
4eCcKOoro nnua Ha OCHOBE FeHETUYECKOM NH-
dopmaumm, KacatoLencs ero Uam YneHa ero
cembu. ITO, BMPOYEM, HE MELUAET B Aasb-
HENWEM CTPaxoBLUVKY KOPPEKTMPOBaATb
CYMMbI CTPaxoBbIX NpeMuii ans Gpuan4ecko-
ro nuua B CBA3M C NposiBieHneM 60e3HU
WM PacCTPONCTBA y 3aCTPaxOBaAHHOIO nnua
WS Y YNIEHA €r0 CEMbM, MOKPbIBAEMOIO NO-
nncom. Kpome Toro, 3a CTpaxoBLLMKOM Npu-
3HAeTCcs NpaBO MOMYYNTb U UCMNONb30BATb
pes3ynbraTbl FTEHETUYECKOrO TECTA NPU NMpu-
HATUWN PELLEHNS O BbIMJATE, XOTS OroBapwu-
BaeTCs, Y4TO peyb A0JKHA UATU O MUHMMASb-
HOM 00beMe MHdOopMauuK, HeobXoOoMMOW
L1151 AOCTUXKEHUS HAMEYEHHO LLenu.

Mpu cTpaxoBaHUM XU3HU, a TaKKe pucka
[OJITOBPEMEHHOIO  yxoga [AelcTByloLlee
denepanbHOe 3aKkOHO4ATENBCTBO He 3anpe-
LWaeT CTpaxoBLUMKAM WCNObL30BaTh pe-
3yNbTaTbl FEHETUYECKOrOo TECTUPOBAHNS ON1S
OUEHKN PUCKOB HACTYMIEHUA CTPaxoBOro
cnyyas. OgHako B HEKOTOPbIX LTaTax npu-

HATblI 3aKOHbl, OrpaHMYMBalOLLME UX BO3-
MOXHOCTb [0CTyna K TakuM AaHHbIM Mpuv
OCYLLECTBNEHNUN aHAeppanTuHra. Tak, B
Apun3oHe pe3ynbTaTbl FEHETUYECKOrO TeCTU-
POBaHWS HE MOTYT ObITb UCMOJIb30BaHbI AJ15
aHaeppanTnHra UM yCTaHOBNIEHUS CTPaxo-
BbIX TapMdOB Npu CTPaxXoBaHUM XU3HU U UH-
Ba/IMOHOCTKN, 3@ WCKI/IIOYEHMEM CIy4aeB,
KOra COCTOsIHME 340PO0Bbs M aHAMHE3 3as-
BUTENSA, @ TAKXE OMbIT NPELbABIEHUS Mpe-
TEH3UI U aKTyapHble NPOrHO3bl HE YKa3bl-
BAIOT HA TO, YTO CYLLECTBEHHbIE PA3NNYNA B
TpeboBaHUAX MOTyT ObiTb BbI3BaHbl FEHETU-
4yeckum cocTosiHmeM. pn 3ToM O Hecnpa-
BE/INBOM OANCKPUMUHALMN PeYb UOET TOSb-
KO B OTCYTCTBME AmarHo3a, NoATBepxaae-
MOro nHpopmMaumeni, Nosy4eHHOM B pedysib-
TaTe reHeTM4eckoro TecTupoBaHms[2].

B ApkaH3ace H1 OfMH CTPaxOBLUMK B LLe-
nax onpeneneHns npasa noboro eusmnye-
CKOro nunua Ha Kakoe-nmbo CTpaxoBOe Mo-
KpbITUE, YCTAHOBJNIEHNE NPEMUM, OrpaHnye-
HUS1 CTPaxoBOro NMOKPbITUS, €ro NPOASIeHUs
NN NpekpaLleHnst, a Takxke Noboro Apyroro
peweHns 06 aHOeppanTUHre B CBSA3U C
npeasioxXeHnem, npojaxein, BO30OHOBE-
HUEM UNU NPOJOSIKEHMEM OENCTBUSA NON-
ca, He pomxkeH TpeboBaTb WM 3anpalin-
BaTb, MPSMO UM KOCBEHHO, Ntoboe dpunaunye-
CKO€ 1ML UM YNeHa ero CeMbW pe3ynbTathl
reHeTN4ecKoro TeCTMpPOBaHUA 1M 0OYyCNOB-
nvBaTb NpeaocTasfieHne nonvca Tpebosa-
HMEM O ero NpPoxoXxaeHun. B kayecTBe MH-
CTPYMEHTA 3alUnTbl CTPaxoBaTesnen 3akoHO-
jatenb 3akpennseT ux NpaBo TpeboBaTtb B
cyde chnpaBenjimBoro BO3MELLEHUS, KOTO-
pOe MOXET BKJO4YaTb PETPOaKTUBHOE MNO-
CTaHOBJIEHNE, NPeAnnCbIBaloLLEE CTPaxoB-
LMKY MPefocTaBuUTb CTPaxoOBOE MOKPbITUE
NoCTpagaBLUEMY NNLLY HA TEX Xe YCNOBUSX,
KOTOpbI€ HbInn OGbl NPUMEHEHBI, €CNN Bbl Ha-
pyLleHne He npousowno. OgHako aTn npa-
BUJla HE pacnpoCTPaHAlTCA Ha clydaun
CTPax0OBaHUS OT MHBANVUAHOCTU UAWN O0NrO-
BpeMeHHOro yxoaa [3]. AHanorn4yHeli nog-
xo[ peanuayeTtcs B wtate Jenasap, dnopu-
na v page opyrux[4,5].

leHepanbHaa Accambnes wtata Konopa-
[0, KOHCTaTUpys, Y4TO NocnegHne OCTuxe-
HWS B 061aCTU FreHETUKN MPUBENN K yNydLle-
HUIO OWArHOCTUKU, JIEYEHUA U MOHUMaHUS
CYLLHOCTM 3HAYUTENBHOIO Ynucna 3abonesa-
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HWIA, 3asiBUNa 0 HEOOXOOMMOCTN OrpaHuye-
HWUS BO3MOXHOCTU UCMOJIb30BAHUS TeHeTU-
yeckon nHoopMaLum ons 3almTbl HaCTHON
KU3HU MHOMBMOA U COXPAHEHUS NHOMBUAY-
aslbHOW aBTOHOMMM B OTHOLLIEHUWN FreHeTn4e-
cko nHdopmaummn. CooTBETCTBEHHO CTpa-
XOBLUMK HE OOJKEH 3anpalunBaTtb UK Tpe-
6oBaTb OT GU3NYECKOro 1L UK YSleHa ero
CeMbM MPOXOXAEHNS FeHEeTUYECKOro TeCTU-
poBaHus [6]. Mooo6HbIe NONOXEHUS HaLLNU
CBOe 3aKkpernjieHne 1 B 3aKOHO4ATEeNbCTBE
wTata pxopaxums.

B wraTte NnnnHonc cTpaxoBLUVK B COOT-
BETCTBUM C 3aKOHOM O KOH(pUAEHUMANIbHO-
CTW reHeTtndeckon uHbopmaumn 2013
rogal[7] He BnNpase 3anpaluneaTtb MHPOPMa-
LMIO, MOJIYYEHHYIO B pe3ynbTaTte reHeTuye-
CKOro TECTMPOBAHUSA, OJIS WUCMOSb30BaHUSA
ONs1 Lefniel CcTpaxoBaHMUs OT HecYacCTHbIX
C/Ny4yaeB U MeguLMHCKOro ctpaxoBaHus. B
TO XX€ BPEMSI OH MOXeT paccMaTpuBaTb pe-
3ynbTaTbl FTEHETUYECKOro TECTUPOBAHNS [0-
OpPOBOJIbHO MPEOOCTAB/IEHHLIMU CTPAxoBa-
TenemM npu ycnoBUU, YTO MOJIYYEHHbIE pe-
3ynbTaThl ABASIOTCA 6GAaronpuUsaTHbLIMU AS
JAaHHOro nuvua. 3Tu npaBuna He NPUMEHs-
IOTCS K C/ly4asiM CTpaxoBaHWUsl pucka AOnro-
CPOYHOro yxoA4a, 3a UCK/IIOYEHNEM Clly4aEeB
npenoctaBneHns GUKCMPOBaHHOMO BO3MeE-
WeHusa ons goma npecrtapenbix. B niobom
cny4yae reHetTudeckass UHGopmMaumus He Mo-
KET PacCMaTPMBATbCS Kak yXKe CYLLEeCTBYIO-
Liee coCTOsiHMEe Mpu OTCYTCTBUM COOTBET-
CTBYIOLLEro [AuarHosa, yCTaHOBJIEHHOrO B
COOTBETCTBMM C 3aKOoHOM WwTata nnmHoic
0 MEOVLMHCKOM CTPaxOBaHUM U OTYETHO-
cTu.

B KaHage 3anpet Ha ncnonb3oBaHme Jio-
00w reHeTn4Yeckomn nHpopmMaunm B KOMMep-
yeckux uenax B mae 2017 roga 6bin ycTa-
HOBJIEH HenocpeaCcTBEeHHO Ha deaeparnb-
HOM ypOBHe. Brnpoyem, nogobHoe pelueHne
He ObIsIO CY4aHOCTbIO, YYNTbIBAd, YTO ELLE
B 2010 roay B 3aaBneHunn KaHaackon acco-
uMaunm CTpaxoBaHUS XU3HWU U 300POBbS
(CLHIA) 6bna cdhopmynmpoBaHa no3nums,
COrNacHO KOTOPOW CTPaxOBLUMKN He OyayT
TpeboBaTb OT 3asBUTENSI NPOXOXOEHUS re-
HEeTMYECKOr0 TeCTUPOBaHUSA Kak YCOBUS
3akJlovyeHnss Aorosopa JIMYHOro cTpaxosa-
Hua. OgHako, ecnu Takoe TeCcTUpoBaHue
Obl10 NPOBEAEHO U MHDOPMaLNS JOCTYMNHA
3a89BUTENIO /NN ero Bpayy, 3a CTPaxoBLLM-
KOM MpX3HaBanoCb NPaBO Ha AOCTYN K Hel
TOYHO Tak >Xe, Kak WU K APYyrMM acnektam
nctopun 60Ne3HN 3asBUTENS, YTO BbIBOAM-
JI0Cb 13 HEeobXoAMMOCTM peanusauuun o06-
Lero npuHumna Ao6poCoBECTHOCTM NP 3a-
K/IOYEHUN COrNalleHnii, B CUy KOTOPOro
06e CTOPOHbI 06513aHbl packpbiBaTh NOOYIO
MHpOPMaUMIO, OTHOCSILLYIOCS K [0r0BOpY,
MOCKOJIbKY «CTPaxXOBLUWK A0/IKEH UMETb BCIO

VIMEIOLLYIOCA CYLLLECTBEHHYIO MHMOPMALNIO
0 pucke 3aaBuTens, 4Tobbl NPaBUIILHO OLLe-
HUTb 3TOT puck»[8]. Mexay TemM, Npu 3TOM
He onpenensanock, 4To npeacTaBsnseT cobom
«CyLLECTBEHHasA MHDOpMaLMsa» N HE NPOBO-
ONNOCb pa3rpaHnyeHne Mexay pasinyHbl-
MU TUNaMn reHeTUYECKUX TECTOB WUN Lens-
MU, O/ KOTOPbIX NPOBOAMIIOCE TECTMPOBA-
HME, 4YTO MOXET MOPOAUTb HeornpedeneH-
HOCTb B OTHOLLEHWM TOrO, KOrga n Kak pe-
3ynbTaTbl FEHETUYEeCKOro TeCTUPOBaHUA
MOryT OblTb MCMOJSIb30BaHbI CTPaxXOBLLUMKA-
Mu. MNpepnonaranock, YTO BCE 3TN BOMPOCHI
[0JXKEH Obln pa3peLlnTb 3akKOH O HEAMUCKPU-
MUHaUum B 06nacTu reHeTuku ot 4 mas 2017
r. [9].

Bripoyem, NpMHATLIN 3aKOH BbI3BaJT MHO-
ro HAPEKaHMM CO CTOPOHbI CTPaAxoOBOIro 1 Me-
OMUMHCKOro coo6LecTsa, MNOCHMTaBLUENO
HefocTaToOYHbIM NpeafiaraeMoe peryampo-
BaHVE, KOTOPOE K TOMY X€E CYLLLECTBEHHO 3a-
no3paano, Nockosnbky KaHaga ctana nocnen-
Her cTpaHon u3 yncna G7, chopmynmpo-
BaBLUEN CBOI OPUUMANBHYIO MNO3ULMIO MO
JaHHOMYy Bornpocy. [encTButensHo, 3ako-
HOoOaTesNb OrPaHUYUIICS HECKOSbKUMWU ae-
OUHULMAMM 1 OBLLMM 3aMPETOM HA UCMNOJb-
30BaHMeE pe3yNbTaToOB FreHETUYECKNUX TECTOB
3a UCKJIIOYEHME CllyYyaeB OKa3aHusa Meau-
LMHCKMX YCAYyr v MNpPOBEOEHUA MeaAULMH-
CKUMX, papmMaueBTUYECKNX UAN HAYYHbIX NC-
crnefoBaHui B OTHOLLEHUN y4aCTHUKA Taknx
nccnenosaHuin, Bo Bcex ocTasbHbIX Clydasx
HUKTO HE MOXeT 0653bIBaTb YesioBeka Npo-
XOOUTb FreHETU4ECKOe TEeCTMPOBaHME B Ka-
yeCcTBE nNpeaBapuUTENIbHOro YCNoBUS ANs
npenocTaBieHNs €My TOBapOB WM  YyC-
Nyr, Ans 3aKII04EHNS UM COXPaHEHUS O0r0-
BOpPa, a TakXe BKJIOYEHUS B HEro ocobbix
ycnoBuin. Ocob60 oroBapmBaeTcs, YTO HUKTO
HE MOXET 0TKa3aTb B 3aKJIIOYEHNM OroBOpa
Mo MOTVBAaM OTKa3a B MPOXOXOEHUN FEHETU-
yeckoro TectupoBaHus (cT. 3 3akoHa KaHa-
Obl O HE OUCKPUMMUHALVN).

Bonpochkl y CTpaxoBLWMWKOB Bbi3Bas 3aK0-
HOOATEesbHbIN 3aNpeT Ha A0CTYN K YXXE nMe-
IOLLMMCSH pe3yfibTataM TeCTUPOBaHUS, KOTO-
pbiin  npegycMaTpuBasics  3akoHodaTtesib-
CTBOM NpoBuHUMIA. CornacHo cT. 4 ykasaH-
HOro 3aKoHa, OHW He TOJIbKO HEe MOryT 00s-
3aTb CTpaxoBaTensa coobuwaTb pe3ynbrathl
reHeTU4eCcKoro TecTa B KayecTBe npeaBapu-
TENBbHOrO YCNIOBUS 3akJIlOYEHUS O0roBopa,
HO 1 OTKa3aTb B NMPEOOCTaB/IEHUUN CTPaxo-
BOM 3aLLUNTbI HA TOM OCHOBaHUW, YTO OH OT-
Kasancs cooOLmnTb pe3ynbTaTbl reHeTuye-
ckoro Tecta. 4Yto xe kacaetcs cbopa un uc-
MOJIb30BAHUS OaHHbIX FEHETUYECKOro Te-
CTMPOBaHUSA, TO OHM HE MOryT OCYLLECT-
BNATbCs 03 MNMUCbMEHHOro cornacus 3a-
CTpaxoBaHHOro nmua. HapyweHne yctaHOB-
JIEHHbIX TpeboBaHW BNeYeT AN BUHOBHbIX
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JINLL YrONOBHYIO OTBETCTBEHHOCTb, H4TO CTaslo
NnoBOAOM /11 KOHCTUTYLIMOHHOIro o6xano-
BaHUS NMOMIOXEHWIN 3aKOHA CO CTOPOHbI FeHe-
panbHbIX Npokypopos Keebeka, CackayeBa-
Ha n BbputaHckonn Konymbun, a takke Ka-
Ha[CKOM accoLmaLmy CTPaxoBaHUSA XXN3HN U
300POBbSl, yka3aBLLIUX HA HEOOMNyCTUMOCTb
MCMOJIb30BaHUS YrosIOBHO-MPaBOBbIX CaHK-
UMA 3a HapylleHuMe NOJSIOXEeHUN, pacnpo-
CTPaAHSAOLWMXCA Ha MPaBOOTHOLLEHWUS, Moa-
nagamowme noAa MNPOBMHUMANBHYIO OPUC-
amkumto[10]. 3akoH B Lenom 6bis1 BOCMIPUHAT
BeCcbMa kpuTtuyeckm. KaHaackas accouma-
LMS CTpaxoBaHUS XM3HN 1 300P0BbS Npen-
ynpeamna o noBbILLEHUM 3aTpaT U coKpalle-
HUM CTPaxXOBOro NOKPbITUSA B pe3ynbTaTe ero
npumeHeHusi. CTpaxoBLUMKU TakXe YyTBEepX-
[anu, 4To yCTaHOBEHME 3aKOHO4ATETbHOro
3anpeTa ABNSETCH M3NULIHUM, MNOCKONbKY
OHU CNOCOBHbI yperynnmpoBaTb 3T BOMPOCHI
CaMOCTOATENIbHO C MOMOLLbIO KOOEKCOB MO-
BefeHus, dakTMyeckm npegnaras 3anm-
CTBOBaTb ONbIT BennkobputaHuu, koTopas
oTKasanacb OT XECTKOWM 3aKOHOOATENbHOMN
pernaMmeHTaumMy BOMNPOCOB MUCMONIb30BaHUS
reHeTnyeckorm uHdopmaumm B CTpaxoBa-
HUW, MNPU3HAB A0CTATOYHLIMU MONOXEHUS
3akoHa 0 3awwmTe gaHHbix 1998, 3atem 2018
roga[11], ycTaHaBAMBawLWEro npasuaa
cbopa 1 UCnonb30oBaHUS INYHOW MHpOpMa-
umn.

MpasutensctBo Benukobputanmm n Ac-
coumaums 6pUTaHCKNX CTpaxoBLmKoB (ABI)
euwe B 2001 rogy poroBopunucbk 06 ycTa-
HOBNEHUM A0OPOBONBLHONO MOpPaTOpPUS Ha
MCMOJIb30BaHWe Pe3ynbLTaTtoB NPOrHOCTUYE-
CKOro reHeTU4yeckoro TecTupoBaHus. B
2018 rop, ero nosioXXeHWst HaLWLK CBOe oTpa-
XeHue B Kogekce 0 reHeTU4eckoM TeCTUPO-
BaHUM 1 CcTpaxoBaHuu [12]. B ominume ot
npeablayLero cornalleHus, NpaBUTeNbCTBO
n ABI cornacunucb caenaTtb OeWCTBUE KO-
nekca 6eccpoyHbiM ana obecnevyeHus 60-
fiee OJONrocpoYHOW OonpeneneHHocTu ans
KJINEHTOB, OrOBOPWB BO3MOXHOCTb €ro 13-
MEHEHUS C Y4eTOM BNUSHUA NPaKTUKU reHe-
TUYECKOro TECTMPOBAHUS HA CTPAXOBOW Pbl-
HOK, KOTOpasi A0/KHA OTpaxaTbCs B exe-
rogHbix otdyetax ABI. MNpuHumnuanbHbIM OT-
nnynem oT paHee OeNCTBOBaBLLErO corna-
LIEHNS ABNSETCH XapakTepucTuka nporHo-
CTUYECKNX N OANArHOCTUYECKMX TeCTOB, YTO
nMmeeT ocoboe 3HayeHue, MOCKOJbKY [0-
CTUrHYTble JOrOBOPEHHOCTM 00 OorpaHuye-
HUM OocTyna K MHpopMaLmMn KacarTcs no-
CreaHuXx.

B kavecTtBe 06uiero npasuna B Kogekce
ObINI0 3aKpensieHo, YTO CTPAXOBLUMKM He Oy-
nyT TpeboBaTth UM OKa3blBaTb AaB/IEHNE HA
noboro 3asBuUTENs C Uenblo NodyauTb ero
MPOBECTU MPOrHOCTUYECKUIA UNU AnarHo-
CTUYECKNI FEHEeTUYECKMA TeCT ANS 3aK/o-

YyeHus goroeopa ctpaxoBaHms. OgHako OHK
MOryT noTpeboBaTb PackpbITUS pe3ynbra-
TOB YyXe WMEIOLLErocs MpPorHOCTUYECKOro
reHeTM4ecKkoro TecTa 1 NPUHSATb BO BHUMAa-
HVe ero peayfbTaTbl, EC/M pa3Mep CTpaxo-
BblX BbIMJAT MPEBLILWAET YCTAHOBJIEHHbIE
npenensl: 500,000 Ha yenoBeka Npu cTpa-
xoBaHun xu3Hu, 300,000 Ha yenoseka npu
CTPaxoBaHUM OT KPUTUHECKUX 3ab0NeBaHNN
n 30,000 B rog Ha cnyyan yTpaTtbl 4ox04a
BCrneacTeue 605e3HU unm TpaBMbl. Crivcok
0000pPEHHbBIX MPOrHOCTUYECKUX FeHeTu4ye-
CKMX TECTOB MNpuBEAEH B MPUIoXeHun | k
JAHHOMY KOOEKCY M B HacToslliee Bpems
BKJIIOYAET NULb TeCT Ha 6one3Hb XaHTUHI-
TOHa B 3asiBKax Ha CTpaxoBaHWe XM3HU, 06-
Las cymMma KOTOpbIX MpeBbILIaeT GUHaAHCO-
BbIi nimnT B paamepe 500,000.

JononHnuTensHO oOroBapuBaeTcs, 4TO
CTPaxoBLUMKN He BrpaBe NPoCUTbL 3asiBUTE-
N1 packpbiBaTb pe3ysbTaTbl MPOrHOCTUYE-
CKOF0 FrEHETMYECKOro TecTa, €Cnv OH Mnosy-
YeH nocfie Havana OencTBUS CTPaxOBOro
NOKpPbITUSA 1 B TEYEHNE BCEr0 CPOKAa ero Aein-
CTBUSI, WCMOJIb30BATb TEHETUYECKYID WH-
dopmaumio opyroro nmua, HanpumMep, KPoBs-
HOro POACTBEHHMKA, a TakXe AaHHble, Noy-
YEHHbIE UCKJTIOUYUTENIbHO B KOHTEKCTE Hayy-
HbIX UccnemoBaHuin. Ecan pesynstart reHe-
TUYECKOro TecTa npefocTaBnsieTcsa cTpa-
XOBLLIMKY 3a9BUTENIEM CllyHariHO nnv obpo-
BOJIbHO, OH MOXET MPUHATbL ero BO BHMUMa-
HWe, ecnun 9T0 BbIrOOHO 3asBuTento. Hanpu-
Mep, ecnn 6bIa PacKpbIT pe3ynbTaT NPOrHo-
CTMYECKOro reHeTU4yeckoro TecTta, UCKJIo-
YalwWnMin pUCK, KOTOPLIN npeanofaarancs
NCXOAs U3 CEMEWNHOro aHaMHe3a, CTpaxoB-
LMK MOXET NPUHATbL 3TO BO BHUMAHME, Y4TO-
Obl NPeanoXxunTs 60nee BbiroAHbIe YCNOBUS.
Ecnu peaynbtaT aBnseTcs HebnaronpuaT-
HbIM ONS 3asBUTENS, CTPaxXOBLUMK OO/IKEH
NPOUrHOPUPOBATb 3TOT peayfbTaT, 3a Uc-
KntoYeHue Bblillie 0603HAYEHHbIX Cly4aB.

lapaHTnen 3awmTbl MHTEPECOB CTPaxo-
BaTenemn aBnaeTcs U 006893aHHOCTb CTPaxoB-
LKA NPeaoCcTaBnsATb UM YeTKylo nHdopma-
LM 00 3arofIHeHUs 3asiBKM Ha CTPaxOBYHO
3awmTy 06 OTCYTCTBUM HEoBXOOVMOCTU
packpbiBaTb Pe3ysbTaTbl FEHETUYECKOro Te-
CTMPOBaHNS N NOCNEACTBUAX JOOPOBONBLHO-
ro MHGOopPMKUpPOBaHMs O NtoOoM BnaronpuUaT-
HOM MPOrHO3HOM pe3yfibTaTe reHeTUYecKo-
ro Tecta. Kpome Toro, 6611 pa3zpabotaH me-
XxaHn3m obxanoBaHnsa GakToB HENPaBOMEP-
HOIO MCMNOJIb30BAHUA FrEHETUYECKON UHPOP-
Maumu.

CnepyeTt OTMETUTb, YTO HEAOCTATOK MH-
dopmaumm, nony4yaemMom CTpPaxoBLUMKAMU,
0oT4YacCTU KOMMEHcupyeTcs Hannunem bpu-
TaHckoro 6uobaHka, ABNSOLLIErOCS HaLMO-
HallbHbIM U  MeXAYHapOoAHbLIM PEeCcypCcoM,
CO3[4aHHbIM MO pe3ynbTatam 06cnef0oBaHNSA
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500 000 Thbica4 4enoBeK, YTO Aan0 BO3MOX-
HOCTb BbISIBUTb CTATUCTMYECKME 3aKOHO-
MepHOCTU Ana obobulaiollell OLeHKN 3Ha-
YAMOCTU TEHETUYECKUX U HEreHeTU4eckmx
(daKkTopoB pucka BO3HUKHOBEHUS KOHKPET-
HOro 3abosnieBaHus.

AKLIEHT Ha camMoperyMpoBaHuu aenaeT-
cs 1 B ABCcTpanuu, rae npobnema Ucrnosb30-
BaHUS reHeTmn4eckon nHdopmaumm paccma-
TPpUBaeTCs TONbKO NMPMMEHUTENBHO K CTpa-
XOBaHMIO XWN3HU U CBSA3AHHLIM C HUM TMpO-
[YKTOB, MOCKOJIbKY 4YacTHOE MeauLUMHCKOoe
CTpaxoBaHue He npakTukyetcs. CooTBeT-
CTBylOLLME CTaHAAPThl B CBOE BPEMS Bblpa-
6oTtana Accouuaums UHBECTULMIA U PUHAH-
coBbix ycnyr (IFSA).CornacHo um, CTpaxoB-
WKWK He Bnpase Obln MHUUMMPOBATL Ka-
Koe-nnmbo reHeTn4eckoe uccnegoBaHne B
KayecTBe YC/IOBMS 3aK/I0YeHUs orosBopa, B
TOM 4KMCIie B Ka4eCTBE OCHOBbI /151 Mpeaio-
XeHUs GU3NYECKNM N1LLAM CTPaxoBaHUS Mo
6onee HM3KMM cTpaxoBbiM Tapudam. OgHa-
KO OHM MO NoTpeboBaTb A0CTYMN KO BCEM
CYLLEeCTBYIOLMM pedysibTaTaM reHeTude-
CKOro TEeCTMpPOBaHWSA CTpaxoBaTens pnnas
OLLEHKN PWCKOB, 4YTO BbITEKANIO U3 paHee
YCTAHOBJIEHHOM 3akOHOM O J0roBopax
cTpaxoBaHus 1984 roga 06593aHHOCTN COO0-
WaTb CTPaxoBLUMKY BCE 3HaYMUMble A4S 3TO-
ro ¢pakThbl.

C 21 wmioHsa 2019 ropa npuHATeId IFSA
ctanpapt FSC N2 11 yctaHoBUN MmopaTopui
Ha MCMNOJIb30BaHME TFEHETUYECKMX TEeCTOB
npu cTpaxoBaHum xunsHn go 30 vioHa 2024
rona [13], xoTa 3anpeT Henb3s Ha3BaTb O6e3-
yCnoBHbIM. K paHee ycTaHOBIEHHbIM NpaBu-
nam 6b110 gobaBneH 3anpeT TpeboBaTthb pac-
KpbITUSI pe3yibTaTOB FrEHETUYECKOro TeCTa,
KOTOPbI OblN B3AT B paMKkax MeanLIMHCKOro
nccnenoBaHus, NpoBeaeHHOro akkpeamTo-
BaHHbIM YHUBEPCUTETOM U MEANLMHCKNM
MNCCnenoBaTelbCKUM  yYpexaeHuem, npu
YCINOBUW, 4YTO pe3ysbTaTbl UCMbITAHUIA He
OblIM 1 He ByayT NPefoCTaBeHbl 3ag9BUTe-
o, MMB0o OH crneuyanbHO NMPOCWUS He pac-
KpblBaTb €My pe3yfibTaTbl TECTUPOBAHUS.
Mcrnonb3ys onblT Benukobputanuu, IFSA
npenocTaBuia NpaBo CTPaxoBLLUMKa 3anpa-
WnBaTb UM MCMOSL30BaTb pe3ynbTaThl re-
HeTW4yecKkoro TecTa, ecnu obwas cymma
CTPaxoBOro MOKPbLITUA MpeBbIllaeT nobyo
13 cnepyowmx seanyuvH: 500 000 ponnapos
npuv cTpaxoBaHum xm3Hu, 500 000 ponnapos
npu CTpaxoBaHWs HAC Ciy4yan yCTaHOBAEHUS
MOCTOsIHHOM mHBanugHocTtu, 200 000 gon-
NIapoB Ha NOKPbITUE TPaBM U/UN KPpUTUYE-
ckux 3abonesaHuin unn 4 000 pmonnapos B
MecsL, B OOLLEN CNOXHOCTU Ha o0y KOM-
OMHaUMIO 3aLLNTBI IOXOA0B, COXPaHeHUs 3a-
paboTHOM MnnaTbl UK MOKPbLITUS OENOBbIX
pacxofoB. B aTom cnydae CTpaxoBLUMK MO-
>KET 3anpOCUTb U UCNONb30BaTh PE3Y/bTaThl

paHee NpoBefEeHHOro WY 3aniaHnpPOBaH-
HOro FEHEeTMYEecKoro TecTa (4TO O3HayaeT
HanM4me cornacus 3asiBUTENS Ha ero NpoBe-
OEeHne) Npu OLEeHKe NOJIHOM CyMMbl CTPaxo-
BOIr0 NOKPbITUS.

Hapsagy ¢ aTym CTpaxoBLLMKM 0093anmchb
yuuThiBaTb GNaronpuaTHbIE pesynbTaThl re-
HEeTNYEeCKOro TecTa, pacKpbiTble 3asBUTE-
JIEM HE3ABUCUMO OT 0ObEMA NMOKPbLITUS (Ha-
npumep, OAs8 AEeMOHCTpauum OTCYTCTBUA
3ab0neBaHuii, BblITEKAIOLLMX U3 CEMENHOrO
aHamMHe3a), a Takke Hay4HO 060CHOBaHHOE
npodunakTn4eckoe nevyeHne nnm cobnoae-
HVE Hay4HO 0O6OCHOBAHHbLIX NPoduUNaKTNYe-
CKUX Mep, KOTOPbIE CHMXAIT BEPOATHOCTb
pa3BuTnsa 60n1e3HU, NPOTEKAIOLLEN B CEMbE.

Ypenss MHOro BHMMaHus Bornpocam 3a-
LWMTbI NepcoHanbHbix AaHHbIX IFSA gonycka-
€T XpaHeHue CTaTUCTUHYECKUX AaHHbIX B 06e-
3n1mn4eHHOM hopme B Lensx Co3aaHns ycro-
BUIN 019 OTCNEXMBAHUSA OCHOBHbIX TEHOEH-
unin B cpepe NMYHOro ctpaxoBaHus. bonee
TOro, YieHbl accoumaumn Npm ycnoBmn co-
6noaeHns KoHOUAEHUNANbHOCTU Yy4acTBY-
0T B perynsipHomM cbope aenaeHTndunumpo-
BaHHbIX JAHHbIX FEHETUYECKOro TeCTUPOBA-
HUS, npenoctaBnas IFSA npaBo nyb6anko-
BaTb Takme obe3nnyeHHble AaHHble Ans Co-
nencteua nobbimM  Gyaywmm  MccnepoBa-
TENbCKUM MHULMATMBAM.

Taknm 0b6pasom, rocygapcTesamMmum BbiGU-
paloTCcsa pasnunyHble MpaBOBble CPencTBa
ONs onpefeneHns OCHOBaHU M Npenenos
MCMOJIb30BaHNS AAHHbIX FEHETMYECKOro Te-
CTMpPOBaHUS. B 0gHMX CTpaHax akueHT aena-
€TCH Ha 3aKOHOAATE/IbHOM PEerynpoBaHum,
KOTOpOe B criyyae dpenepaTrBHOIo yCTpon-
CTBa rocyfapcrtBa MOXET OCYLLECTBSATbLCA
Ha pasnuyHoMm ypoBHe (CLUA, Kanapa), B
Opyrux, Ha camoperynuposaHun (Benmko-
OputaHus, Asctpanus). lNMpu 3TOM 3aKOHO-
paTtenb, aHanMavpys npegensl  gonycka
CTPaxoBLUMKOB K FreHeTU4eckon MHopma-
LMK, 3aTparmBaeT HECKOJIbKO aCNeKTOB OaH-
HOW NpoBnemsl:

1) BOBMOXHOCTb HanpaBfiEHNs Ha reHe-
TNYECKOE NccnegoBaHne, KoTopas, Kak npa-
BWJ10, NCKJTIOHAETCS;

2) BO3MOXHOCTb AOCTyMna K yXe UMEI0-
LWMMCS pe3ynbTataM reHeTU4Yecknx mnccne-
[OBaHWNI, KOTOpPas MOXET OrpaHnynBaTbCs
3anpeToM Ha X UCMNOoNb30BaHne, ecnun 060-
CHOB@HHOCTb W aKTyaJlbHOCTb PUCKa YXe
OblNIM YETKO YCTAHOBJIEHBI, HANPUMEP, HayY-
HbIMW NCCNEeAOBaHUAMU WU BbITEKAOT U3
00e3/IMYEHHbIX CTAaTUCTUYECKUX OAaHHbIX;

3) npaBo Ha cbop reHeTn4eckom NHpop-
Mauunm 6e3 NpoBeAeHNs FTEHETUYECKOro Te-
CTUPOBAHMS, KOTOPOE MPU3HAETCS B CUY
daKTMYECKN CNOXMUBLUENCA NPAKTUKN aHa-
JIn3a CeEMerHOro aHamMmHesa;

4) onpepeneHne ycrnoBuUM U nNpeaenos
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MCNOJ/Ib30BAHUA TFEHEeTUYeCcKon uHdpopma-
LMW, KOTOPbIE 0ObLIMHO CBSA3bIBAIOTCSH C MOY-
YyeHneM cornacus cTpaxoBaTtens, obecneve-
HMEeM KOHOUOEHUMANBbHOCTY NEPCOHANbHbIX
OaHHbIX 1 TONbKO ONg uenen, paam KoTopbIX

5) ycTaHoBneHMe Koppenauum mexany
peanusauuern npasa Ha JOCTYN K reHeTunye-
CKMM OaHHbIM M 06bEMOM CTPaxoBOro no-
KPbITUS, KOTOPbIA MOXET CHUXaTbCS B CIy-
yae nonyyYyeHus O6NaronpuUSATHbLIX OAHHbIX,

OHa Gblna cobpaHa, To eCTb 4J19 OLLEeHKU pu-
cka.
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®OPMHUPOBAHMUE CUCTEMbBI
CAMOPETYJIUPOBAHUA FTEHOMHbLIX
UCCNEAOBAHUMN B POCCUM HA OCHOBE
MEXAYHAPOAHBLIX I TUMECKUX HOPM

U HALLUOHAJIBHOIO 3AKOHOAATEJNLCTBA!

Mashkova K.V., Varlen M.V., Shirokov A.Yu.

FORMATION OF A SYSTEM OF SELF-REGULATION
OF GENOMIC RESEARCH IN RUSSIA BASED

ON INTERNATIONAL ETHICAL STANDARDS

AND NATIONAL LEGISLATION-

Pa3BuTie reHOMHbIX NCCEA0BaHN Kak rNpuKJ1a4AHOro HarnpasJieHus Tpe-

6yeT onpeaesieHys: Ux npaBoBoro ctaryca B Poccurickoii denepaumn. OaHUM
U3 PELLeHUI MOXET CTaTb UCM0JIb30BaHNEe CaMOpPeryInpoBaHus B aTor oba-
ctu. B cTatee paccmarpuBaroTcsi 0CO6eHHOCTH Poccuiickoro 3akoHoAaTe 1b-
CTBa Y BOMPOCHI MPU3HAHNS 38 FeHOMHbLIMUW UCCIeA0BaHNaMM cTaTyca Meau-
LIMHCKOro BMeLLaTe/ibCTBa. PaccMatpuBaloTCs MexXAyHapOAHbIE ATUYECKUE
HOPMbI kKak 6a3a /151 3TOro rnoaxoAa.

KnioqeBsblie cnioBa: reHOMHbIE UCCeA0BaHUS, CaMOPEery/inpoBaHmne, Mex-
JyHapOaHbIe 3TUYECKNE HOPMbI, MEANLIMHCKOE BMeLLaTe/IbCTBO.

The development of genomic research as an applied field requires the de-
termination of their legal status in the Russian Federation. One of the directions
could be the use of self-regulation in this area. The article discusses the fea-
tures of Russian legislation and the recognition of the status of medical inter-
vention for genomic research. International ethical standards are considered

as the basis for this approach.

Keywords: genomic research, self-regulation, international ethical stan-

dards, medical intervention.

CerogHs nccneposaHus B 061acTu reHo-
Ma YesioBeka LUMPOKO UCMOSb3YIOTCS B Me-
OVUMHE B CaMbIX PasHbIX LENsx — OJs Bbl-
aBneHns opdaHHbIX 3ab6oneBaHnin, MeanKo-
reHeTMYEeCKOW KOHCYNbTauMn, NnpeaMniaH-
TaAUMOHHON TreHeTUYeckom OuarHOCTUKM,
OUEHKM Hanuums nonmmopdunusamMos®, Beay-
LMX K PUCKY pasBUTUS pasfinyHbIx 3abone-
BaHW. onydyaet Bce OOfbllee pacnpo-
CTpaHeHne MCMNoNb30BaHNE OaHHbIX TEHOM-
HOrO UCCnenoBaHUM Ons KOHCYNbTauun no
dOPMMPOBAHNIO  UHAMBUAOYAJbHBLIX — MPO-
rpamMmm nNUTaHus, 3aHATUM CNOPTOM U 340P0-
BOro obpasa xm3Hun. B Poccum pacwuvpseTt-

1

CHd CeTb OpraHvMsaumii, NpenocTaBASIOLMNX
Takue ycnyru, u npuenekawnTcs K paboTte B
HUX CreumanucTbl CaMmoro pasHoro npopu-
NS, B OCHOBHOM HE MeAMUMHCKOro. B To xe
BPEMS BOMPOCHI AMArHOCTUKM, OLLEHKN pU-
cka ans 340poBbs, PeKoOMeHAaLUMN Mo Npo-
dunakTuke n peabunmMTaumm OTHOCATCS K
BPayYebHOM KOMMNETEHLMN, YTO ONPELENEHO
ctatberi 2 (n.7 n 10) depepanbHOro 3akoHa
N2 323-P3 «O6 ocHOBax OXpaHbl 340P0OBbS
rpaxaaH B Poccuiickon depepaummn»[1].
MO>XHO COrnacuTbCs C TEM, YTO «...Mean-
LUMHa, N0 CYTU, ABASIETCS MOpasibHbIM NMpen-
npuaTUEM, U NO3TOMY ee NPodeCccnoHarb-

MccnepoBaHume BbINOAHEHO Npy dUHAHCOBOW nopaepxke Poccuinckoro poHpa dyHaaMeHTaNbHbIX UCChe-

noBaHuii (PODPU) B pamkax Hay4yHoro npoekta N2 18-29-14058
2 The reported study was funded by RFBR according to the research project N2 18-29-14058

8 CoBpeMeHHbIe POCCUINCKME FeHETVKM MCMONL3YIOT KaslbKy C aHIIMNCKOro NOIMMOPdU3M A5 0603Ha4YEHNS
MHOXECTBEHHbIX MPOSIBAEHUI NOAMMOpPdU3Ma, YTO MPOTUBOPEYUT NpaBuiamM PyCcCKOro sidblka — C/I0BO MO-

NMMOPPU3M HE MOXKET MMETb MHOXECTBEHHOIO Yncna.
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Hble accouvaumMm AO0JKHbI CTPOUTBLCA Ha
3TMYECKN OBOOCHOBAHHbIX MApuHUMNax.»[2]
OpHako TpPyOHO onpenenuTb, BCS U Oes-
TeNlbHOCTb B 06/1aCTM reHoMa YefioBeka no-
nagaeT B 3akoHOAATENbHOE MoJie, Kacaio-
Leecs 3apaBooxpaHeHusi. B denepanbHoMm
3akoHe 0T 21 Hos6ps 2011 . N2 323-D3 "O6
OCHOBax OxpaHbl 30p0Bbs rpaxaaH B Poc-
cuiickon dPepepaunmn”e Ctatbe 2 n. 5) [1]
JaHo onpeaeneHme NoHATUS «MeguLNHCKOe
BMELLATEeNbCTBO»: «MeAMLMHCKOe BMeLla-
TENIbCTBO - BbIMOJIHAEMbIE MEANLUMHCKUM
pPabOTHMKOM MO OTHOLLIEHMIO K MALMEHTY, 3a-
Tparmeawwme Gu3nyeckoe UM ncuxmye-
CKO€e COCTOsIHME YesioBeka 1 MMetoLLme npo-
dunnakTnyeckyto, nccneaoBaTenbekyto, ama-
rHOCTMYECKYI0, NevYebHylo, peabunmtaLmoH-
HYIO HanpaBfIEHHOCTb BUAObl MEANLMHCKNUX
obcnenoBaHuii U (UNU) MeOULIMHCKUX MaHWN-
Nynaumin, a Takke MCKYCCTBEHHOE NpepbiBa-
HMe 6epemMeHHOCTU;». C OOHO CTOPOHbLI, B
3aKOHEe NepeyncieHbl BCe Lenv NpoBeaeHns
MeauUmnHckoro Bmellatensctea. C apyromn
CTOPOHbI, 3TO onpefesnieHne noapasymesa-
€T, YTO BMeLlaTeNnbCTBO MNPOBOAUT Meau-
UMHCKNI paboTHMK. YTO copepxutcs 3a
cnoBamu, 3aTparvBaloLMMnN  Guamnyeckoe
WM MNCUXMYECKOe COCTOsIHME 4YenoBeka?
PaccmoTpum npumep: CNOPTUBHLIN TPEHEP
NMPOBOOVT HArpy304HbIN TECT (HANpPUMEp, Ha

BcemupHaa meguumHckas accouuvauus
(BMA) [3] paspaboTana XenbCUHKCKYO Oe-
Knapauuio «9TUYecKkme NpUHLNMbLI NpoBeae-
HUA MeONLMHCKNX NCcneaoBaHnii ¢ ydacTun-
€M YyesioBeka B kayecTBe cyobekTa». MyHKT 1
npeamobysbl COAEPXUT CReaytoLlee onpene-
JNleHne npeaMeTa, Ha KOTOpbIA pacnpocTpa-
HAOTCS 9TU4eckme TpeboBaHUS: 3TO Uccne-
[OBaHUSA: «...C y4aCTMEM 4YesloBeKa B Kaye-
CTBe cybbekTa, B TOM YUC/e UccnenoBaHme
OMONOrnNYeckmx mMaTepuanoB UM OaHHbIX,
Jonyckawowmx mnaeHTudukaumo nuua, ot
KOTOPOro OHM ObIN NOJYYEHbI. ».

Ob6pawlaeTt Ha cebs BHUMaHME TOT akT,
4yTo 13 XeHeBCKOW aeknapaumn BcemupHomn
MeauMLUMHCKOM accoumaumm (BMA)B pepakumm
20174 ropa ncyesno npuaHaHme Havana xmus-
HW C MOMEHTA 3a4aTus, 4TO CBA3AHO C NPUHSI-
TMEM B pAAe CTPaH 3aKOHOAATENbCTBA, Npea-
YCMaTpuBaIOLLEr0 MaHUMynsumMm ¢ amopuro-
HOM YenoBeka npu cpoke oo 14 gHen [4, 5]

B poccuiickoi npakTnke ¢ TOYKM 3pEHUS
MEANLMHCKON 3TUKN CNOXWnacb CTpaHHas
cuTyaumsa, Korga Kogekc npodeccmoHanb-
HOW 9TUKK K KNaTBa Bpaya n3 depepanbHo-
ro 3akoHa ot 21 Hosi6pst 2011 . N2 323-D3
"O6 ocHOBax OxpaHbl 340POBbS rpaxnaH B
Poccuiickoii  ®depepaumn” [1] copepxart
pasHble aTnyeckne HopMsbl (Tabn. 1).

MIHTEpecHO, 4TO B NPUBEAEHHbIX 3TUYE-

Tabavua 1

dTnuyeckume HOPMbI «3anpeT Ha 3BTaHa3uio» U «NpU3HaHne Havana XXuaHm»
B PAa3HbIX 3TU4YECKUX KoaeKcax

SanpeT Ha 9BTaHaA3uIo

[Mpur3HaHWe Havyana Yyeno-
BEYECKOW XN3HU

Knatea N'innokpara [6]

9 He gam HUKOMY MPOCUMOro
Y MEHs1 CMEPTEJIbHOI O Cpes-

HeTt

cTBa
O65a3aTenbcTBa Bpaya >XeHesa Het MposBnaATh BbicovanLlee
19945 YBaXEHME K HENOBEYECKOM
XW3HW C MOMEHTA ee 3a4a-
™S
O65a3aTenbcTBa Bpaya >XeHesa Het Het
2017°
«Kopgekc npodeccrmoHanbHom Het [MposiBnATb BbiCOYaliLLee

3TuKn Bpada Poccuimckom
denepaumnm»(NpuHST MepBbiM

yBaXKeHMe K YeN0BEYECKOM
XN3HMN C MOMEHTa ee 3a4a-

HaUMOHabHbIM Cbe30M Bpayen ™sa
P®d 05.10.2012) [7]
Knatea B ®enepasnibHOM 3aKOHe MposBnATbL BbiCcOYalillee Het

ot 21.11.11 1. N2 323-d3 [1]

yBaXKeHUEe K XM3HUN YenoBe-
Ka, HMKorga He npuberaTtb K
OCYLLECTBIEHWNIO 9BTaHa3nn

BenoapromeTpe). Vmeetr MecTo BO3OEN-
CcTBUe, 3aTparmBatoLiee GrU3n4yeckoe cocTo-
sHMe YenoBeka? — na, ABNASeTCs N TPeHep
MeaNLIMHCKUM PaboTHUKOM? — HET.

4 https://www.wma.net/policies-post/wma-
declaration-of-geneva/

5 http://webmed.irkutsk.ru/doc/order/genev1.pdf
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rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

CKMX KOLEKCax 3anpeT Ha 9BTaHA3UI0 HUTAe
HEe coYeTaeTcs C MPUHLMNOM NPU3HAHNSA Ye-
JIOBEYECKOW XM3HM OT MOMEHTA 3a4aTus.
CoBpeMeHHble, Aaxe He FTreHOMHbIe Tex-
HOJIOrMK, MO3BOJISAIOT BbISIBUTL NMpenpacno-
JIOXEHHOCTb 9MOPUOHA K cepbe3HOMY 3a60-
JIEBAHMIO, YTO MOXET CTaTb NPUYMHON abop-
Ta [8] — Takkxe He camMoro 3TU4Yeckoro, Ho
NPakTUKyeEMOro  MeauuuHCKOro  Metoga
BMELLATENbCTBA B €CTECTBEHHOE Pa3BUTUE
yenoseyecTsa [9, 10], yto Ha camom pene
CBA3bIBAET 3anpeT Ha 3BTaHa3MI0 1 NpU3Ha-
HME Hayana XmM3HM C MOMeHTa 3a4aTus.
BaxHbIM MOMEHTOM, OTPaXXeHHOM BO MHO-
rMX 3TUYECKNX KOJEKCax M 3aKOHax, ABNsSeTcs
OCHOBOMONAraloLWmin NPUHLMN J,0H6POBOLHO-
ro COrnacusi Ha NPOBEAEHME NCCEN0BAHNIA.
YacTb 2 ctatbm 21 KoHcTutyuum PO npo-
Boarnawaet: «<HUKTO He MoXeT BbITb 6e3 00-
OpPOBONLHOIO cornacus NoABEPrHyT Meau-
LIMHCKNM, HaY4YHbIM WX MHBIM OMbITam»®.
Cnenyet OTMETUTb, 4TO B OTIM4YME OT
"OcHOB 3akoHopartenbcTBa Poccurickon
depepaunm 06 oxpaHe 300PO0BbSA rpaxaaH”
(ytB. BC P® 22.07.93) DeaepanbHbiii 3aKOH
oT 21 HosI6ps 2011 . N2 323-P3 "O6 ocHo-
Bax OXpaHbl 300POBbA rpaxnaH B Poccuin-
ckor depepaunmn™ He CooePXNUT MOJIOXEHWUI
0 [OOpPOBOJIBHOM COrMMacunM Ha MeauLUMH-
CKO€e BMEeLLaTeNbCTBO U 9KCNEePUMEHThI.
Paccmatpusas BONpoCk caMmOperynmpo-
BaHMA B 061aCTN FEHETUYECKMX U TEHOMHbIX
MCCNenoBaHui, cnenyer obpaTuTb BHUMA-
HVEe Ha pasfMyne B CTAaHOBIEHUU MeauLIMH-
CcKkuX npodeccroHanbHbix coobliects B EB-
porne un B Poccun. CtaHoBneHve EBponeii-
CKOro 34paBOOXPaHEHUsT MPOUCXOAUSIO BO
BTOpOW TpeTn 19 Beka 1 wno no nytu Gpopmm-
pOBaHUS MeauLMHCKMX 0OLWEecTB, KOTopble
6panu Ha cebss GyHKUMKN Kak pernameHTaumm
MEOMUMHCKON [OesaTeNbHOCTU MNyTeM ycTa-
HOBJIEHMSI 3TUYECKUX U NPO(ECCUOHASTbHBIX
TpeboBaHWI K CBOUM YfieHaM, Tak U BbIMo-
HEeHUs OYHKLUMIA 0BLLECTBEHHOIO 34pPaBOOX-
paHeHns — BHEAPEHUS TMITMEHNYECKNX Tpe-
60BaHN K NULLLEBON NPOAYKLUWW, CAHUTAPHO-
MYy COCTOSIHUIO FOPOACKUX MOCeNneHnn nT.a. B
OanbHeNLeM BO MHOMMX CTpaHax, 0COOEHHO
COXPaHUBLLMX 6OMbLUYIO A0S0 YaCTHOW Bpa-
4ebHOWM MPaKTUKM UM CTPaHax C Pa3BUTOMN
CUCTEMOI CEMENHbIX Bpayel, Bpadei obLuel
npakTuku, Ha 3T obLecTBa nerna 3abota 06
oLeHke nNpodeccroHabHbIX HABbIKOB — Bbl-
paboTka npodecCcnoHasnbHbIX CTaHOAPTOB U
cepTudurKaums cneunanncToB Kak Aomnyck K
BpayebHOWN NpakTuKe.

6 http://www.consultant.ru/document/cons_doc_
LAW_ 28399/ «KoHcTtutyums Poccuiickon ®depe-
pauun» (MPUHSTA BCEHAPOAHBLIM TOJIOCOBAHUEM
12.12.1993) (c y4yeTOM nonpaBok, BHECEHHbIX 3a-
KoHamy P® o nonpaskax k KoHnctutyumm PP ot
30.12.2008 N2 6-PK3, o1 30.12.2008 N2 7-PK3, o1
05.02.2014 N2 2-dK3, o1 21.07.2014 N2 11-DK3)

B T0O e BpeMs MHOrve MeanumMHCKme ac-
couyaunm B 3anafHbix CTpaHax COXpaHuIm
3NIEMEHT 3aKPbITOCTU, YTO B pPAOE Clly4yaeB
NPMBOAUT K NpeobnagaHnio KOPNopaTUBHbIX
MHTEPECOB Haf, OOLECTBEHHbIMY [2].

«/IcTopns NpodecCcroHanbHbiX MEANLMH-
CKMX accoumaumin oTpaxxaeT NOCTOSTHHOE MpPo-
TUBOPEYNE MEXAY JIMYHBIMU MHTEpecammn u
3TUYECKMMN naeanamMm, KOTopoe HMKorga He
ObINI0 pa3peLleHo. dTa HaNPSXEHHOCTb ABNS-
€TCS Pe3yNbTaTOM CMELLIAHHOIO MPOUCXOXAEe-
HUS 1 Lenen coumanbHbIX UHCTUTYTOB, U3 KO-
TOPbIX BO3HMKIN NMPOQECcCuoHanbHble acco-
umaumm. Hanpmmep, HEKOTOpbIE accouyaumm
BO3HUKAN B 3anoxy BospoxaeHus u3 rpynn
YYEHbIX, Lefbio KOTOPbIX Obl1 0OMEH 3HaHUS-
MUV 1 MAESMUN O ECTECTBO3HAHUN, MEAULIMHE U
dunocodpumn. pyrne accoupaumm 6bim yy-
pexaeHbl KOPONEBCKMM yKa3oM OJ1s1 YCTaHOB-
JIeHUsl CTaHAapPTOB 06pa3oBaHMsA 1N NPaKTUKN B
OOLLECTBEHHbIX WHTEepecax. TpeTbn Oblan
BOOXHOBJIEHbI 3NIMTAPHBLIM OYXOM CpEOHEBE-
KOBbIX Tunbanii. CerogHs AOOMUHMPYIOLLEE
BNIMSIHME Ha NPOdECCHOHANbHbIE accouvanmm
OKa3blBAET 9KOHOMMKA, a HAMPSHKEHNE MeXay
JINYHBIMW UHTEpPecaMn U 3TUHECKMMU MPUH-
uMnamu 6onblue, Yem Koroa-nmbo. ATOT KOH-
GnuKT paspyliaeT MopasibHblE OCHOBbI BCEX
npodeccnoHanbHbiX acCoLUMaLMin He TOSIbKO B
MeauumMHe, HO U B 3aKoHOZaTenbLCTBe, obpa-
30BaHWM 1 faxe MUHUCTEPCTBE.» [2].

Heobxoanmo ckasaTb, HTO CO BTOPOW Mo-
noBuHbI 19 Beka B eBPOMNENCcKOM 0bLecTBe
Oonblloe  pacrnpocTpaHeHWe  Mony4yaloT
MOEeV COBEPLLEHCTBOBAHMS YE0BEKA HA OC-
HOBE Pa3/IMYHOro POAA CENEKUMOHHbIX MPO-
ueayp CBOeOOpasHOl peuHKapHaumMm co-
cnoBHoro obuiecTra. B kayecTBe knaccuye-
CKMX MPUMEPOB MOXHO MPUBECTU BO3HUK-
HOBEHME W LUMPOKOE pPacCrnpoCTpPaHeHue B
psae cTpaH eBreHuku [11], (npexae Bcero
BenukobputaHusa) v negonorum [12], ocHo-
Bbl KOTOPOW OblnnM pa3paboTaHbl peHBun-
nomMm CtaHnm Xonnom v MnosayymBlUME pac-
npocTpaHeHne B CLLUA, nopeBONOLMOHHOM
Poccun, CCCP v page apyrux ctpaH. He ns-
6exann nogobHbIX MOCTPOEHUIA 1 NpeacTa-
BUTEN TakOro OPUIrMHANIBLHOIO PYCCKOro
GrnocodCKoro HanpaBeHUs!, Kak KOCMU3M
n, B YyactHocTu, K.3. Llmonkosckmi [13].

B HaumncTtckoin lfepmanHnv nonyyuna pac-
NPOCTPaHEHNE «pacoBas r’MrueHa», TEPMUH
Obln BBEOEH LUBENLAPCKO-HEMELKKUM MNCU-
xnatpomMm Anbdppenom lMnértuom. MNMposoau-
JIOCb YHUYTOXEHME NI0AEN NnoA, NPeasiorom
VX PacoBOM HEMOSIHOUEHHOCTU, YHUYTOXE-
Hue 60NbHbIX NIoAen (Nporpamma - T47[14]),
a Takke npakTuka NPUHYaNTENbHOM CTeEpU-

7 OpraHusaumein paboTbl N0 YHUHTOXEHMIO 6OIbHBIX
3aHMManacbk Pabouas accouuauusi caHaTopueB W
NpUIOTOB pecnybnunky pacnonarasLuasics no agpecy
TuprapTeH wTpacce, 4 - oTcloga HasaHue T4.
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nmzaumn. Nogo6Hble MEPONPUATUS MPOBO-
OWNCb HauucTamm B fepMaHnm 1 B OKKyMNn-
pPOBaHHbIX CTPaHax. B narepsx yHM4TOXeHUs
Hapf, 3aKkIt04YeHHbIMU NMPOBOANINCHL 3KCNEepU-
MeHTbl. 19 aBrycta 1947 roga cyabun Tpmby-
Hana B HiopHbGepre BbIHECM MPUIrOBOP MO
neny HauucTckux Bpadeit. B xone cyna 06-
BUHEHWNE CTOJIKHYJIOCb CO CleayloLen npo-
6nemoli - Bo Bpems 3aceganunsa Kapn bpaHar
[14] n pop. HeMeLkMe Bpayn B CBOIO 3aLUMTY
YTBEPXAanu, YTO MX IKCMEePUMEHTbl Mao
OTAnYanMcb OT MpeaplayLmx amMepukaH-
ckux. 910 noTpeboBano pa3paboTkm creuy-
aNbHbIX KPUTEPUEB, KOTOPLIN NOAY4YUIN Ha-
3BaHue HiopHbeprckoro kogekcas. ToT fo-
KYMEHT He Moay4yns camMOCTOSITeNIbHO WC-
nofb3oBaHus. Tem He MeHee, OH OcTaeTcs
3HAKOBbIM [AOKYMEHTOM MO MEOULIMHCKOM
aTUKe, ONpenenuBLLINM AanbHelLlee pasBu-
TMe aToro HanpaeneHnss. OCHOBHblE 3TUYe-
CKMe akTbl, BO3HMKLIME nocne HioopHbepr-
CKOro KoAekca, onmparTcs Ha ero nosioxe-
HUS.

MexayHapoaHoe COOBLLECTBO MPUHANO
PS4 PaMoYHbIX AeKnapauni, HanpaBneHHbIX
Ha obecrneyvyeHne npae 4YenoBeka B 3TOM 06-
nacTwu.

Bceobuiasa aeknapauus o reHome 4eno-
Beka 1 npasax yenoseka® - npuHata 11 Hos-
6ps 1997 ropa leHepanbHOM KOHbEPEHLMEN
OpraHusauum O6beanHeHHbIX Haumin no Bo-
npocam 06pas3oBaHust, Hayku U KynbTypbl

MexayHapogHas geknapaums o reHeTu-
YeCKMX OaHHbIX YenoBeka'® - NpuHaATa pe3o-
mouven feHepanbHol KoHdepeHunn KOHE-
CKO no poknagy Komuccuu lll Ha 20-m nne-
HapHOM 3acepnaHumn 16 oktabps 2003 roga

Hexknapauus OpraHmzdaunm O6beanHeH-
HblX Haumin o KNoHMpOBaHUU 4YenoBeka'' -
npuHaTta pesonounen 59/280 leHepanbHOM
Accambneu ot 8 mapTta 2005 rona

Bceobuwaa peknapaumsa o OMO3TUKE W
npaBax 4yesioBeka' - NpuHATa pe3osounen
leHepanbHor koHpepeHumn HKOHECKO no
noknaay Komuccun Il Ha 18-m nneHapHOM
3acepnaHum 19 oktabps 2005 roga, a Takxke
KoHBeHUUsA 0 3alimTe npaB U AOCTOMHCTBA
yefioBeka B CBA3U C NMPUMEHEHNEM OOCTU-
XEeHu brnonorum n MeguumHbl'®: KoHseHums
0 npasax 4yenoseka n GuomegmumnHe Cepun
€BpOonencknx oorosopos - N2 164 — npuHs-

8 https://www.ushmm.org/information/exhibitions/

online-exhibitions/special-focus/doctors-trial/

nuremberg-code
https://www.un.org/ru/documents/decl_conv/

declarations/human_genome.shtml

0 https://www.un.org/ru/documents/decl_conv/

declarations/genome_dec.shtml

" https://www.un.org/ru/documents/decl_conv/

declarations/decl_clon.shtml

2 https://www.un.org/ru/documents/decl_conv/
declarations/bioethics_and_hr.shtml
'8 http://hrlibrary.umn.edu/russian/euro/Rz37.html

Ta CoBetom EBponbl  (OBbepo, 4 anpens
1997 ropa )

C To4kM 3peHns pa3paboTKm HaLMOHaS b-
HOrO 3TMYECKOro KOAEKCa FreHOMHbIX UCChe-
[OBaHWIA HAC MHTepecyloT 6a3oBble MNO3u-
LMW, KOTOPbIE A0/MKHbI ObITb MPUHATHI BO
BHMMaHWE, U BOMPOC O MEOULMHCKUX U HE
MeOMLMNHCKUX NMOSTHOMOYUSIX B XOA€e FreHOM-
HbIX UCCNEOOBAHUN.

PaccmoTpum cnepyoume OOKYMEHTHI,
VMMeloLLME AN HaWero ciy4yas CyLeCTBEH-
HOE 3HaYyeHMe.

«HIoOpHBEpPrcknii KoaeKke» - TeXHUYEeCKNM
OOKYMEHT, coAepXaluiics B peLleHnun
HiopHGeprckoro TpubyHana no geny Hemelwl-
Knx Bpaden ot 19 aBrycta 1947 ropa. B no-
KymeHTe copgepxarcs 10 nyHkToB. B aTmx
NMyHKTax NpeasioxeHbl aTuyeckme Tpebosa-
HUS MPU UCCNefoBaHUU Ha noasx. Joky-
MEHT He noapasymMeBaeT MPUHALNIEXHOCTb
ncecneposartens K MeAMUMHCKOMY coobLue-
CTBY: BOCbMOW MYyHKT «HIOpHBEpPrckoro Ko-
nekca» TpebyeT TONbKO Hay4Hylo KBanndu-
Kaumio 1 YTOYHSET «...Ha Bcex cTaamsx aKc-
nepuMeHTa OT Tex, KTO MPOBOAUT ero unm
3aHAT B HeM, TpebyeTca MakCMMyM BHUMaA-
HUS U NpodeccnoHann3ma».

XenbcuHKckas aeknapauusa ' NMpeamobyna
neknapaumm CooepXnT BaXHOE YTOYHEHUE:
00BEKTOM 3TUHECKUX TPeboBaHMIN SBNSETCS
He TOJIbKO YENOBEK, HO U «...6unonormyeckme
MaTtepuanbsl UM AaHHble, [onyckallme
MAEHTUPUKALMIO N1LA, OT KOTOPOrO OHMU
OblNV NONYYEHbI».

Cratbs 9 nogpasymeBaeT, 4TO Uccneno-
BaHMSA NPOBOAATCH MEAULMHCKUM PaboTHU-
KOM, KOTOPbIA 1 HECET OTBETCTBEHHOCTb 3a
NPOBOAVMOE NUCCNEAOBaAHME.

Crate 12 ycunueaet 9Ty no3vumio B
nnaHe NPogecCrUOHaNbHONW OTBETCTBEHHO-
CTW, HO YXOAMT OT BOMNPOCa O MeAULIMHCKOM
KomneTeHumn: «MegmumHckme nccneposa-
HUS C y4acTMEM YesloBeKka B kKa4ecTBe CyOb-
eKTa A0JIXHbI MPOBOAUTLCS TONLKO IMLAMMU,
VIMEIOLLMMU COOTBETCTBYIOLLYIO 3TUYECKYIO
M Hay4HYyIO NOArOTOBKY, 06pa3oBaHme 1 KBa-
nMpunkaumo».

Cratbsl 18 obpalleHa HenocpeacTBEHHO
K BpayaMm: «Bpayn He O0/KHbI NPUHUMATb
y4yacTne B UCCNEeAOBaHMSX C y4acTUEM Jlo-
[en B KayecTBe CYObEKTOB, €C/IM OHU He
YBEPEHbI B TOM, YTO NPON3BEAEHA HaA1exXa-
Las oueHka BO3MOXHOIO pucka, U 4TO ero
MOXHO aeKBaTHO KOHTPOIMPOBATb».

Cratba 23 onpenenseTr lpUANYECKYLO
npoueanypy npoBEAEHUS UCCNEeNOBaHUN:
«MNepen HayanomMm mccnegoBaHUs NPOTOKON

“https://jamanetwork.com/journals/jama/
fullarticle/1760318 November 27, 2013World
Medical Association Declaration of Helsinki Ethical
Principles for Medical Research Involving Human
Subjects
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nonxeH ObITb HanpaBneH A/ paccMoTpe-
HUS, KOMMEHTMPOBAHUS, BbipabOTKN PEKO-
MeHaauuMn 1 oaobpeHns B COOTBETCTBYIO-
LN KOMUTET MO 3TUKe. Takon KOMUTET 01~
XeH ObITb MPO3payeH B CBOEWN AesATesNIbHO-
CTU, HE3aBUCUM OT UCCliegoBaTens, CroH-
copa n nboro MHOro HeyMecTHOro BNUsi-
HUS, OOJ/KEH MMETb Haaexallyto KBanupu-
kaumo. OH OOMXEeH yyYnTbiBaTb 3aKOHbl U
NMoA3aKoHHbIE aKTbl CTPaHbl WM CTpaH, B
KOTOPbIX NAaHNPYETCs NMpoBedeHne nccne-
[0BaHNS, a Takke COOTBETCTBYOLLME MEX-
nyHapoaHble HOPMbI 1 CTaHAAPThbI, KOTOpPbIE,
O[HaKo, He OOMKHbI YMansTb NN OTMEHSATb
Mepbl N0 3aLUuTe CyOBEKTOB UCCNen0BaHNS,
yCTaHOB/EHHbIE HacToswern J[eknapauu-
en».

Cratbs 25 nogyepkmBaeT, 4TO cornacue
Ha npoueaypy OO0JKHO ObITb HE TOJbKO A0-
OpPOBOJIbHLIM, HO U Cyrybo MHAMBMAOYaNb-
HbIM.

CtaTbsa 34 nogyepKknBaeT, YTO opraHu3a-
LMW 1 LA, NPUYacTHbIe K NPOBEAEHMUIO UC-
CneaoBaHus, HECYT OTBETCTBEHHOCTb 3a A0~
CTYMHOCTb JlIeYEHUS B Cllydae BbISIBNIEHUN
3aboneBaHus.

MoryT ObiTb BbIABMHYTbl BO3PaXEHUS,
4YTO XenbCUHKCKasa aeknapaumsa paccmartpu-
BaeT 3TWKY MPOBEOEHUs UCceaoBaHui, a
HEe PYTUHHBLIX MNpoOLEenyp, OOHaKo, CKopee
BCEro, reHOMHble UCCNeooBaHus, aaxe kKak
KOMMepYeckasa ycrnyra, CerofHsa 1 no kpamn-
Hel Mmepe B bnnxaiillee necatuneTne octa-
HEeTCs Mo CyTU 1UccnenoBaTenbCckoli npoue-
LypoiA.

denepanbHbiii 3akoH N2 323-H3 "06 oc-
HOBax OXpaHbl 340POBbA rpaxaaH B Poccuin-
ckon Pepepaumn”. 3aKOH B HbIHELUHEN pe-
[akuum, HeCMOTPSl Ha HasBaHWe, HaLeseH,
npexae BCero, Ha puanyeckyo nogaepx-
Ky AeaTeNbHOCTU MeAULMHCKUX opraHm3a-
LN, 1 B 9TOM OTHOLLUEHUM OH O0CTaTOYHO

XOpoLo n rnyboko npopaboTaH, HO Koraa
Mbl CTaJIKUBAEMCS C MOrPaHNYHbIMW BOMPO-
camMu, OQHO3HaYHble OTBETbI HANTU TPYOHO.
Hanpumep, «MeanumHckoe BMellaTesb-
CTBO», €C/IM MO CYTU (ONpeaeneHnto) OHO OT-
HOCUTCHA K MEOULVHCKOMY BMELLATESbCTBY,
HO MPOBOAMTCS HE MEANUMHCKMM PaboTHN-
KOM. B 3akoHe He ynOMsHyTbl HE NHBA3MB-
Hble npoueaypbl. Ong MmeanumHcKon opra-
HM3aLMU 9TO 3HAYEHUS HE UIMEET, HO C TOYKM
3peHus aTnyecknx TpeboBaHUn K KOHDU-
OEeHUManbHOCTM (CM. cTatblo 1 «XenbCUHK-
cKkol pgeknapaunn») n paboTbl Mo pacumnd-
POBKE MHAMBUAYANIbHOIO FrEHOMa 3TO OYEHb
BaXHO.

B cooTBeTCTBMN CO CTaTbeN 2 3aKoHa M.
5 yctaHoBneHue ¢akTta Hanmuusa 3abonesa-
HUS - 9TO ANArHOCTUKA, YTO NOAPa3yMeBaEeT
MEOMLMHCKYIO OEeATeNbHOCTb (M. 7 TOW Xe
cTatbu), a 9Ty paboTy MOXET BbINOJHATb
crneumannct, oTBevaloLlel No cBoemy obpa-
30BaHuMIo cTaTtbe 69 n.1 «[MpaBo Ha ocyLecT-
BJIEHME MeaVLMHCKOM AesatensHocTn B Poc-
cuiickon depepaunm UMeT nuua, nosny-
YnBLLIME MEANLMHCKOE NN MHoe 06pa3oBa-
Hue B Poccuiickoin depepaunm B COOTBET-
CTBUM C dpenepanbHbiMU roCyaapCTBEHHbI-
MU oOpasoBaTesibHbIMM  CTaHAapTamMu Wt
MMmelolmMe cBMaeTenbCcTBO 00 akkpeauTa-
umun cneumannucTar.

dopmmpoBaHne  camoperynmpoBaHus
OO/MKHO y4YnTbiBaTh HaLMOHANIbHOE 3aKOHO-
[aTenbCTBO, MeEXAyHapOOHble U Hauuo-
HaJsibHble 3TU4yeckme TpeboBaHMs N B paMKax
bOPMNPOBAHNSA  BHYTPEHHUX  9TUYECKUX
NPUHUMMNOB NPeoaoneTb 3aKoHOoAaTeNlbHbIe
HEecCoOTBETCTBUS U npobenbl, obecneyvs
Tem cambiM addekTnBHOoe 1 Ge3ornacHoe
ONs rpaxaaH 1 obLecTsa oka3aHue ycnyr B
06nacTM reHOMHOr0 KOHCY/NbTUPOBaHUSA U
npegyMniaHTaLMoOHHOW reHeTn4eckom gma-
FHOCTUKMU.
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OTJINMMUTEJIbHBLIE YEPTbl U OCOBEHHOCTU
NMPABOBOIO PErYJIMPOBAHMUA FEHETUMECKOIO
CKPUHMUHIA NPU OCYLLECTBJIEHUM
NMPEHATANIbBHOW AMATHOCTUKM (NMHA)

B 3APYBEXXHbLIX CTPAHAX!

Medvedev M.V., Zenin S.S., Suvorov G.N.

DISTINCTIVE FEATURES OF THE LEGAL
REGULATION OF GENETIC SCREENING

IN THE IMPLEMENTATION OF PRENATAL
DIAGNOSIS (PND) IN FOREIGN COUNTRIES>

PenpoayktuBHasi pyHKLMS Ye/10BeKa, BO BCe BpeMeHa B /Ilo60oM rocyaap-

CTBE BbICTYyrasaa OfnpeaesnsiowyM rnokasaresemM coumasbHoro u buosioruye-
CKOro 340poBbsi 06LeCcTBa. B ¢BA3u € 3TVM, pOXAEHNE 340P0BOr0 v MOJHO-
LJeHHOro rnoToOMCTBa, a TakXXe CoxpaHeHve pernpoaykTUBHOIo 340P0Bbs Hace-
JieHnsi npuobpeTaeT 0cobylo akTyasbHOCTb. [asi obLyecTBa v rocynapcrsa B
rnepByto o4Yepesib BaXHO He TOJIbKO KOJINYECTBO POAVBLLMXCS AeTen 3a orpe-
JEJIeHHbIV 1epuos BPeMeHU, HO U CKOJIbKO U3 HUX POANTCS] 340P0BbIMU. c-
C/1€A0BaHNE MOCBSILLEHO BbISIBJEHUIO OTINYNTEIbHBIX OCOOEHHOCTEN npaBo-
BOro pPeryvpoBaHns reHeTU4eCcKOoro CKPUHUHIa rnpu rnpeHaraabHou avarHo-
ctuku (MH/A) B 3apybexHbix CTpaHax a4/ BO3MOXHON peuenuyun Hanbosee
yAa4qHbIX PELUEHVV B OTEYECTBEHHYIO PaBOBYIO CUCTEMY.

KnroueBbie cnoBa: ripeHarasibHas AuarHoCcTika B 3apyOexHbIX CTpaHax,
rpeHartasibHbIi CKPUHWUHI, TeHeTndeckoe TeCcTupoBaHue, KOHGuAeHuuasb-
HOCTb T€HEeTU4YecCkux [aHHbIX, 3aliuta OT reHeTUHYeCKOU [AUCKPUMUHAaLNU,
34paBoOXpaHeHne, Haci1enCTBEHHOe 3a00/1eBaHme.

The reproductive function of man, at all times in any state, has been a deter-
mining indicator of the social and biological health of society. In this regard, the
birth of a healthy and full-fledged offspring, as well as the preservation of the
reproductive health of the population, acquires special urgency. For society
and the state, it is primarily important not only the number of children born over
a certain period of time, but also how many of them will be born healthy. The
study is devoted to identifying the distinctive features of the legal regulation of
genetic screening for prenatal diagnosis (PND) in foreign countries for the pos-
sible reception of the most successful solutions in the domestic legal system.

Keywords: prenatal diagnosis in foreign countries, prenatal screening, ge-
netic testing, confidentiality of genetic data, protection against genetic discrim-
ination, health care, hereditary disease.

PenpoayktBHas GyHKUMSA 4enoBeka, BO
BCe BpemMeHa B NtoOOM rocynapcTBe BbICTY-
nana onpenensiolwmm rnokasartenemMm coum-
anbHOro 1 BGMONOrnM4eckoro 340pPoBbs 00-
uiecTtea. B cBA3n ¢ 9TMM, poxaeHue 300po-
BOrO M MOJIHOLIEHHOro NOTOMCTBA, a Takxke
COXpaHeHne pPernpoaykTUMBHOIO 300pPO0BbSA

HaceneHus npuobpeTaeT ocobylo akTyasb-
HOCTb. [lns obuecTa 1 rocygapcTea B nep-
BYIO O4Yepeb BaXHO He TOJIbKO KOJIMYECTBO
POOVBLUNXCH OETEN 3a OrnpefesieHHbIN ne-
pvoa, BPpEMEHM, HO U CKOJIbKO U3 HUX POAUT-
Cs1 300POBbLIMU, YTOObI B ByAyLLIEEM OHU MOT -
NN camMocTodATeNbHO obecneyrBaTb CBOE

" cenenosaHue BoINOMHEHO NPy hUHAHCOBOM noaaepxke Poccuiickoro doraa dpyHaaMeHTabHbIX uccne-
nosaHuii (POdU) B pamkax Hay4yHoro npoekta N2 18-29-14061.

2 The reported study was funded by RFBR according to the research project N2 18-29-14061.
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CyLLEeCTBOBaHME, BHOCS, Takum 0Opas3om
BKJ1aJ, B pa3BUTME SKOHOMWKM, @ B AasbHEN-
LeMm, Takxke, cMornu 6bl AaTh XU3Hb Creay-
loLLLEMY 340POBOMY NOKONeHuo noaen[19].

B coBpemeHHOM 00LIecTBe Cepbe3HOW
npobsemMon 06LLECTBEHHOrO 34paBoOXpa-
HeHus cumMTaeTcsa 6ecnnoame, n NPUMepPHO 1
n3 6 4yenoBek BO BCEM MUpe CTpagaer OT
3TOro0 B TEYEHME BCEWN CBOEN PENPOAYKTUB-
HO XKn3Hu [23]. HoBble OTKpbITUS B 061aCTU
rEHETNYECKOro CKaHMPOBAHUS U UX UCMOJb-
30BaHMe B PENPOAYKTUBHON MeAULMHE Mo-
Ka3blBalOT BCE GOJbLUYI0 aKTyaNbHOCTb re-
HeTu4yeckmx TecTtoB. OHM HaWNM LWMPOKOE
NPUMEHEHNE ON1K BbISIBIEHNS MPUYNHBI MYX-
CKOro 1 / Unu XXeHckoro 6ecnnoams, BbisiB-
JIEHUA HOCUTENEN HAaCNeACTBEHHbIX 3abone-
BaHUN U NAAHMPOBAHUSA AHTEHATaNIbHOIO
TecTmpoBaHus. Kpome TOro, reHetTnyeckune
TECTbl UCMONb3YTCS NpU BbIOOPE HanbO-
Jlee noaxoasiLLmMx BCNOMOraTtesibHbIX Penpo-
OYKTUBHbIX METOLOB.

Tem He MeHee, NCMN0J/Ib30BaHME MOJIEKY-
NIIPHOroO aHanM3a B 3ToM 06nacTu BCe elue
dbparMeHTMpoBaHO ” rpomMo3nko. Beuay
3TOro, NpPeacTaBnsieTcs BaXHbIM 0O03Ha-
YUTb OTIINYUTENBHBIE YEPThl 1 OCOOEHHOCTU
NPaBOBOro PerynpoBaHuns 1 YCII0OBUN FreHe-
TUYECKOro CKPUHWHIA Npu OCYLLECTBIIEHUM
MH/A, B pasnuyHbIX rocynapcTBax, B KOTOPbIX
reHeTmyeckas oueHka (KOHCYbTUPOBaHneE 1
TECTUPOBAHUE) UTPAET POJIb B YYHLUEHUN
CNOXMBLLENCS CUTyauumn B 3TOI obnactu.

Ha o0oCHOBe CTaTUCTUMYECKUX [OaHHbIX
MOXHO OnpegennTb, 4TO 3a nocnegHue
OBaZilaTb JIET Obl OCYLLECTBMEH 3HA4M-
TeNbHbIA NPOPbLIB B 06/1aCTN FTEHETUYECKOIO
CKPUHWHIa, BbIPaXalLWMACa B UAEHTUDU-
kaumm 6onee 95% nopaxeHHbIX MIOA0B Mo
JIOXKHOMONOXUTENIbHOMY pPe3ynbTaTy MeHee
3% [29].

KoHuenTtyanbHasa npobnema WCnosb30-
BaHUSA reHeTn4eckoro ckpuHuHra npu MHAQ
COCTOUT B TOM, YTO, C OOHOWN CTOPOHbI, OHa
NO3BONIIET BbIABUTb FEHETUYECKYIOD MNpea-
PacnonNOXEHHOCTb K COOTBETCTBYIOLLMM 3a-
6oneBaHMsIM,  Hanpumep, pacno3HaHue
NENKOLMNTAPHBIX aHTUIFEH, MyTauuii B reHe
CFTR mnncTpykTypHOro reHa, OTBETCTBEH-
HOro 3a CWHTe3 ¢epMeHTa ranakro3o-1-
dochartypmamntpaHchepasbl. C gpyrom xe
CTOPOHbI, CrieayeT yYnTbiBaTh U CYyObEeKTUB-
Hbl€ XenaHUs, NPUCYLLMX NI06OMY YENOBEKY,
4YTO MOXET MPUBECTU K XenaHuio n1o66mpo-
BaTb naeo GopMMpoBaHus nona oyayulero
pebeHka, ero coumanbHbIX U NMCUXONOr-
YeCkux xapakTepucTtuk. Beuay atoro, ¢op-
MWPOBaHWE MPABOBbIX WHCTUTYTOB B KOH-
KPETHOM rOCyAapCTBE OCYLLECTBASETCS, B
TOM 4UCNEe, N C Y4ETOM 3TUYECKOWM COCTaB-
NFIOLLEN, KOTOPas MeeT 3HaYNTEeNbHYIO Ba-
PUaTMBHOCTb B 3aBMCMMOCTM OT Pas/inyHbIX

dakTopOoB, BAUSIOLLMX HA HEE (MEeHTanuTeTa
Hapoma, KyNbTYypPHbIE N AYXOBHbIE LLEHHOCTU
n ap.). CywiectByeT 1 psag yHUBEpcasbHbIX
3TMYECKMX MOCTYATOB, KOTOPbIE B PaBHOM
CTENEHV MPU3HAIOTCA U 3alualTca BO
MHOIMX NpaBonopsakax.

OOHVM 13 rMaBHbIX OCHOBaHU, andoe-
peHUMpYOLLMX MNoaAxoObl K MexaHu3mam
NpPaBOBOro PErynpoBaHus, ABASETCS HEO-
npeneneHHoCcTb NPaBOBOro crTaTyca 4eno-
BEYECKOro ambpumoHa — MOXET JIn OH fB-
NATbCSA NOJSIHOMNPABHBLIM Y4aCTHUKOM MNpaBo-
OTHOLLUEHW, ecnun ga, TO C KaKoro MOMeHTa
OHTOreHesa Yy Hero BO3HMKAlOT COOTBET-
cTBylOLIME NpaBa M cBoOOAObI, TpebyoLume
3aWnThI?

CoBpemeHHble meToapl MHI, B TOM 4nc-
Jle TeHEeTUYECKNI CKPUHUHI, Hanpsamyio 3a-
TparvBaloT ero WHTepechl, Ho ero becno-
MOLLIHOE COCTOSIHME, Hapsay C OTCYTCTBUEM
npaBoCNOCOOHOCTN, 3aTPyOHAIOT BO3MOX-
HOCTb BNUSATb HA 3TW NpoLecchl. BBuay yero,
B HacTosillee BPEMSA, C y4eTOM pasBuUTUSA
MeANLMHCKMX TexHonorun B cdepe MHAO,
TPAOVLMOHHBIA NOAX0H, K BO3HUKHOBEHMUIO
npaBocnocoOHOCTM y YenoBeka (C MOMeHTa
pOXAOEHMS) NepecMaTpuBaeTcs B pasnuy-
HbIX MPaBONOPSAAKax Ha OCHOBE 3HAHUM, NO-
JIY4EHHbIX MeauUMHCKON Haykon [8, 9, 10,
11].

Tak, B cooTBeTCTBUM C a03. 9 KoHBEeHUUMN
0 npaBax pebeHka ot 20 Hos6ps 1989 ropa
pebeHOK HyXaaeTcs B Haa/iexallen npaBo-
BOI 3awWlmMTe, KakK [0, Tak 1 NOCNe poXaeHUs
[7]. BawmTa nnoaa B HaUMOHasbHbIX NPaBo-
BbIX cMCTeMax 0OblYHO CTAaBUTCHA B 3aBUCU-
MOCTb OT MEANLIMHCKNX KPUTEPUEB €ro pas-
BUTUSA (KM3HECNOCOOHOCTU), NPUBA3AHHbIX
K onpeneneHHoMy cpoky passutus (bepe-
MEHHOCTH).

Hanpumep, B AHMMK, cornacHo cT. 2 3a-
koHa «O coxpaHeHun MNageH4eckom Xus-
HW» 6ePEeMEHHOCTb XEeHLLMHbI B 28 Hepenb 1
6ofiee cuuTaeTcs [O0Ka3aTeIbCTBOM CrO-
COBHOCTM pebeHka ObiTb POXAEHHbIM XW-
BbiM [21]. B LBenuapun, 3akoH «O penpo-
OYKTUBHOW MeauumHe» onpenenseT rnoHs-
TWE He TONIbKO 3MOpMoHa (NNoA OT CAUSHUS
aapa OO0 3aBepLUeHUs Pa3BUTUS OPraHoB),
HO 1 camMOoro nnoja, ykasbiBas, 4To nocnen-
HUM SIBNISETCS NA0A4 OT 3aBEPLUEHNS Pa3BU-
TN OPraHoB A0 poxaeHus [22]. B cooTseT-
ctBumn cn. 1. 4. 4. AMEPUKAHCKON KOHBEHLMS
0 npaBax yenoBeka 1969 r. kaxabli 4enoBek
VIMEET MpaBO Ha yBaXEHMe ero XnsHu. 9To
MnpaBO OXpPaHSEeTCs 3aKOHOM, B LIEJIOM - C
MOMeHTa 3a4atus. HUKTO He MOXEeT ObITb
NPON3BOLHO NNLLEH XN3HKU [2]. To ecTb MO-
MEHT BO3HWKHOBEHMS MpPaBOCNOCOOHOCTU
CBSI3bIBAETCS C CaMblM PaHHUM 3Tanom 3a-
POXAOEHUS XXN3HU - 3a4aTUEM.

B Toxe Bpems, EBponeinckuin cya no
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npaBamM 4YenoBeKa, He pasgenser OaHHbIN
noaxon, ykasbiBasi, 4YTo NpuM3HaHue 3a Mnyo-
OOM rpaBa Ha >XM3Hb, O3HA4YaeT CTaBUTb
B PaBHOE TMOJIOXKEHNE XW3Hb MaTepu u
>XM3Hb MJ104a, 4TO MOXET CTaTb OCHOBaHNEM
OJ151 MepecMoTpa He TONIbKO 3aKOHOB O npe-
pblBaHUN GEPEMEHHOCTU, HO U CYMTaTbHE-
3aKOHHbIMW BCE CyLLECTBYIOLLME METOAbI
npenoxpaHeHuss ot 6epemMeHHOCTU, BBUAY
TOro, 4TO HEKOTOPbLIE N3 HUX OENCTBYIOT NN
MOryT OENCTBOBaATb YXe Mnocne 3a4atus um
MOFyT NOMeLwaTb ero passutuio[17].

C Takol no3uumeri He cornawaetcsa de-
nepanbHbli KOHCTUTYUVOHHBIN ¢y, lepma-
HUW, MO MHEHUID KOTOPOro HEPOXOEHHbIN
pebeHok obagaeT NpaBoOM Ha XM3Hb, KOTO-
poe NoANexXuT 3almMTe Aaxe No OTHOLLEHUIO
K 6epeMeHHO XeHLUMHe. B aTo cBs3m npa-
BO Ha XXM3Hb HE MOXET CTaBUTbCS B 3aBUNCU-
MOCTb OT XeNlaHns MaTepu BblHALLMBATb U
HeT cBoeropebeHka [25].

B KaHage cornacHo 3akoHy 0 BcrioMmora-
TENbHOM penpoaykuun yYenoBeka aMbpumo-
HOM CYMTAeTCs YeNOBEYECKMA OpPraHu3Mm B
TeyeHve nepBbix 56 gHen ero pasBmTUS No-
crne onnogoTBOPEHUS UM CO34aHUS, WUC-
Ktoyas noboe BpeMs, B TeHEHME KOTOPOro
ero paseBuTue OblIO NPUOCTAHOBEHO, U
BK/lOYaET NobOyi0 KNEeTKYy, MOJIyYEHHYID U3
Takoro opraHmama, KoTopasi UCrnoJib3yeTcs
onsa co3gaHna yenoseka. Cenekuus nona
aMbpunoHa, B TOM 4yucie BCce npoLeaypbl 1
DENCTBUS, KOTOPbIE YBENNYAT BEPOSTHOCTb
KOHKpeTu3aummn nona amMopuroHa, 3anpeLle-
Ha, 3a WCKJ/IIOYEHVEM Crly4aeB npenoTspa-
LeHUst nepeaayn reHetndeckoro 3abosesa-
HUS.

Mnooom e cyMTaeTca 4YenoBEeYEeCKui
OpraHv3Mm B Nepunog, ero passBuTug, Ha4nmHa-
lowmnnca Ha 57-om geHb nocne onogoTBO-
peHns Unn co3gaHusl, ucknudas nbdoe
BPEMS, B TEYEHME KOTOPOro ero pasBuTtue
OblN10 NPMOCTAHOBEHO, 1 3aKaH4YMBaOLWIA-
CS1 NP POXOEHUN.

B oTeyecTBeHHOM 3akoHOOATENbCTBE,
HaNMoOMHKMM, NPaBOCNOCOOHOCTbL NioAa BO3-
HMKaeT TOJIbKO C MOMEHTA €ro oTAeNeHns ot
opraHuama matepm [1]. Takaa nosvuyma 3a-
KOHOAATeNs, Kak npeacTaBisieTcs, Hyxaa-
€TCS B KOPPEKLNU.

Cnepnytolias rpynna ocobeHHocTel npa-
BOBOIO  PEryavpoBaHus  FEHETMYECKOro
CKpUHWHra npu ocyuwiectsnednu NMHA tecHo
CcBfi3aHa C TeM, KakK 3aKpersieH npaBoOBOM
cTatyc nnoga. Tak Kak MCMNonb30BaTb pe-
3ynbTaTbl FEHETUYECKOrO CKPUHWHIA B Le-
N9X NOJlyYeHust 340POBOro NOTOMCTBA NOA-
pasymMeBaeT He TOJIbKO KOPPEKLMIO OTKIIO-
HEeHUS, ABSIOLWErocs NpMyYnHoOM 3abonesa-
HUS, HO KOPPEKUMIO COCTaBa reHoB, B TOM
yucne, oTBevaloLMX 3a non Gyayuero pe-
6eHka nnu aaxe BCen 3apoabILLEBON INHUN.

[eHeTnyecknin ckpuHMHr B pamkax MHZA
npennonaraeTt, YTO NOJIyYEHHbIE AAHHbIE Te-
OpeTnYeckn MoryT ObiTb MCMOJSIb30BaHbI U
Ans moamdurkaLumm reHoma eLle He POXOeH-
HOro YenoBeKa, He CBSAI3aHHOro ¢ 3abosieBa-
HUeM. Ml B 9TOM cnyyae rocygapCTBO O0JXK-
HO co3paTb 9OdEKTMBHBIN MPABOBOM Mexa-
HW3M KOHTPONS Had peanm3aumen Takoro
XEeNnaHunsl, CKIoYaoLWmMn BOSMOXHbIE 3/10Y-
notpebnerHuns B naHHo chepe. OTCyTCTBME
Takoro mexaHm3ama obycnaenvBaeT BO3-
MOXHOCTb He TOJIbKO peanus3auumn «BblOO-
po4HOro» abopTa, a TakKe Co34aeT Npeano-
CblIKW  ONs  AMCKPUMWHAUMMB  ByayLiem
0ObIYHbIX HE «yfy4yllEeHHbIX» nogen [12] n
coumanbHol anddepeHunaumm Bcero ob-
LECTBA MO MHbIM OCHOBAHUSIM.

B 310 CcBA3K OONBLLUMHCTBO CTPAH C 0CO-
OO0l OCTOPOXHOCTBIO NOAXOAAT K HOPMaTUB-
HOMY PerysmpoBaHunio Nogo6HbLIX BOMPOCOB
M B OCHOBHOM CTOST Ha Mo3uvumn 3anpeta
NOObIX NBMEHEHUS reHoMa ByayLero 4eno-
BEKa, 3a MCKJYeHMeM Bblibopa mnona pe-
OeHka B c/lydae BO3MOXHOCTW HacnegoBa-
HUA 3aboneBaHWni, CBSAI3AHHbLIX C MOJSIOM U
TONIbKO B pamMKax MCNOJib30BAHNM BCMNOMO-
raTesibHbIX PENPOAYKTUBHbIX TEXHOOMMI [3,
c. 3-5]. Takoe npaBwusno, B 4aCTHOCTU, 3aKpe-
nneHo B 4. 4 cT. 55 3akoHa N2 323-d3 1 § 3
3akoHa lepmaHum «O 3awmte aMOpPUOHOB»
[27]. Ecnn 3akoHopaTenbHO pas3peLlunTb
BO3MOXHOCTb Bblbopa nona Oyayliero pe-
6eHKa He B CBSI3M C BO3MOXHOCTbIO nepeaa-
Y reHeTM4Yeckoro 3abosieBaHUS «NPUBA3aH-
HOro» K Moy, TO 9TO MOXET Bbl3BaTb Ce-
pbe3HbIn aucbanaHc B pamkax COOTHOLLUEe-
HUS KOJIMYECTBA MYXYUMH U >KEHLLVH, OCO-
OeHHO B Tex obulecTBax, rae TPaanLMOHHO
OTOaeTCs NMpeanoyvYTeHne TOMY WM UHOMY
nony 6yayuiero pebeHka [24]. B aToi cBA3W,
Hanpumep, B MIspaune Takasa npouenypa oo-
MyCKaeTCa B MCK/IOYUTENbHbLIX CAy4asix no
COUMaNbHbIM MAN CEMEWHBLIM MNPUYNHAM,
nMbo npu yrpose Ncuxm4eckomy 340P0BbIO
OAHOro u3 pogutenen [28].

3acnyxmBaeT BHUMaHUS W NpakTuka
HOPMATUBHOIO PEeryaMpoBaHnga MNpUMEHe-
HUS OAHHbIX, MOJIYYEHHbIX MPU FEHEeTUYe-
CKOM CKpUHUHre B pamkax MHA, ong npuHa-
TN peweHns 06 UCMoNb30BaHUM TKaHel
nnoga ans yxe XxuByulero pebeHka, poove-
LLIEerocs ¢ TsKeson HacneACTBEHHbIM 3a60-
NieBaHNEM, JOHOPbI, NOAXOAdLME Mo Meamn-
LMHCKMM NapamMeTpam 4Jig KOTOpPoro OTCyT-
cTBYIOT. [Mogo6HbLIE OECTBUSA B HACTOsILLEe
BpeMsl OOMyCTMMbI, Hanpumep, B Benuko-
OpuTaHNK, HO TOJIbKO B pamMkax npoLeaypbl
OKO nnogowm, noaxopswmm ans oyayuien
TpaHcnnaHtaumn [32]. Mpunyem B Benuko-
OpuTaHMM paspelleHre Ha npoBeaeHne
MH/A, BblgaeTca npu ycnosumn HaNN4ma Taxe-
NbIX HacneacTBeHHbIx 3abonesaHuin [30].
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HecMoTps Ha NO3UTUBHbBIE LLENW, TAKOM MOA-
XOA4, paccmaTpuBaeT MAOL WUCKIYUTENBHO
KaK WCTOYHUK MOJly4eHUss Heobxoammoro
6uonornyeckoro Mmatepuana.

Takxe npencrtaBnsieT UHTEPEC Hopma-
TUBHO-NPaBOBOW MaccuB ABCTpuu n LLiBen-
uapuun, HOCALWMA pPeKoMeHOATENbHbIN Xxa-
pakTep B chepe reHeTMHeCcKor AMarHocTu-
KN 1 Tepanum NOBTOPHbIX CaMONPOn3BOJib-
Hbix abopToB [33]. CyTb naeun, 3anoxeHHbIX
B [JaHHbIX MpaBonopsakax, — rnpoBeaeHne
aHanmM3a XpoOMOCOM MOCJIe NOBTOPHbIX abop-
TOoB 0b6ommMu poamTensmu. Mpu 3Tom, AaH-
Hble CTpaHbl MPUAOEPXMBAIOTCHA Hanpasne-
HUS, BbIPaXatloLLErocsi B KOHTPBANUSHUN OCY-
LLEeCTBNEHNS CKPUHMHIA C LENblO BbISBE-
HUS Takoro nopoka, kak Tpomb6odunus. B
[aHHbIX rocygapcTBax no3aHee Obln paspa-
60TaH MeToA KapnoTUNMPOBaHUS INL, Y KO-
TOpPbIX Npoucxoauno asa unm 6onee Bblku-
Obllla, 4TO MO3BONMIO NpOaHanM3npoBaTb
HYK1eonpOoTENAHbIE CTPYKTYPbl HA MpeaMeT
BbISIBIEHNSI XPOMOCOMHbIX abeppauuii un
YBENNYUTL  BEPOATHOCTb  ONTUMAaSIbHOro
pa3BuUTUA Noda u, Kak cneacTteme, BO3MOX-
HOCTb POXAEHUS 300P0BOro pebeHka. Bno-
CnencTBuM JaHHasa KOHUEenuus — peanusa-
LUMs MUKPOCKOMNYECKOrO aHanm3a XpOoMo-
COM — Oblna nogaepxkaHa 1 NnpuHaATa 3a oc-
HOBY MIHbIMW FOCY0aPCTBaMM.

Cnepnyet o6bpaTnTb BHMMaHWE Hamnpeue-
OEeHTHylo npaeoByto cuctemy CLUA, neMoH-
CTpupyoLLyto 06LLEenpaBoBO NOChIN pery-
JIMPOBAHUS TEHETUYECKOrO CKPUHMHIa Ha
denepanbHOM YPOBHE, OCTaBisAs NMpaBo 3a
KaXXObIM LUTAaTOM YPEryanpoBaTh NpoLenypy
rnpeHaTtasbHOW ONArHOCTUKWU,  KIIOYEBOM
0CODOEHHOCTbLIO KOTOPOW HE O0/IKHO SABUTCS
aHTaroHNCTUYECKOE NPOTMBOpPEYME OKO3-
TUYECKUM y4deHusim [26]. TNpumeyaTensHo,
4710 TONBLKO B 2007 . B 4JAQHHOM FrOCyaapcTBe
Oblnn pa3paboTaHbl NeEpPBbIE PeEKOMeHAALMN
no mMacwTabHOMY HeWHBa3MBHOMY MpeHa-
TalbHOMY TECTUPOBAHMIO, B peayfbraTe
4Yero NPom3oLLIo KybTUBMPOBAaHME AAHHOMN
TEXHONIOMNU N, KaK CNeacTBme, 0Tkasd OT UH-
Ba3MBHOM METOAMKM MPOBEOEHUSA FEeHETU-
4yeckoro ckpuHuHra [20].

Ocoboro BHMMaHWA 3acnyXuBaeT npa-
BOBOE  pPErylMpoBaHME  TFEHEeTUYEeCcKoro
ckpuHuHra B Kntae, rge Co CTOPOHbI rocy-
[apcTBa OCYLECTBASETCA MoAHas nofa-
nepxka nposeaeHuns nobbix METOA0B npe-
HaTa/IbHOM ANArHOCTUKMU.

B cootBetcTBUM cO CT. 24 3akoHa KHP
«O6 ocHOBax 34paBOOXPaHEHMS N yKpene-
HUSA 300poBbs» [16]rocyaapcTBO NpUHMMA-
€T Mepbl N0 OKa3aHWIO rpaXkxgaHam Takux yc-
Nyr, kak gobpayHas n MaTepuHcKas MOMOLLLb,
nponaraHga penpoayKTUBHOMO 340PO0BbS U
npopunaktnka BPOXAEHHbIX AOedeKTOoB.
AHanornyHble NONOXeHnsa cogepXxaTtcsa n B

cT. 51 3akoHa KHP «O 3awmTe npaB XeH-
wyH» [13]. Mpwn 3TOM NpUMeYaTesnibHO, YTO B
COOTBETCTBMM CO CT. 55, 56 3akoHa KHP «O
coumanbHOM CTpaxoBaHUM» [15] B nepevyeHb
pacxonoB, CBSI3aHHbIX C MaTEPUHCTBOM,
BXOOAT MEOVLMHCKME YCNyrv rno naaHupo-
BaHMO 6EPEMEHHOCTW, B TOM YNCIIE U FEHe-
TUYECKMI CKPUHUHT Ha HACNEeACTBEHHbIE 3a-
6oneBaHus. A B cilydae, ecnu Ha aTtane nna-
HMpoBaHMs 6epeMeHHOCTM Bbla nNpoBene-
Ha kakasi-nMbo MeauumnHckas onepauus, To
XeHLWmMHe (paboTHWKY) npenocTaBnsieTcs
COOTBETCTBYIOLLWIA OTNYCK 1 nocobue.

MyHkT 1 rnaebl 10 rocynapcTBEHHOM NPO-
rpammbl KHP «3poposbii Kntain-2030» [5]
yCTaHaBAMBAET, 4YTO B rOCYAAPCTBE O0/KHA
ObITb yCUeHa KoMnnekcHas npodunakTuka
BPOXAEHHbLIX OedeKkTOoB, OxBaTbiBaloLLas
BCe cTaamn 6epeMeHHOCTU, BBMay Yero oe-
PEMEHHbIE XEHLLUMHbI O0JIKHbI MeTb 6ec-
nnaTHblA JOCTYN K N06bIM MeANLMHCKUM
VNCCNeaoBaHNSaM, B TOM YUCIIE U FEHETUYe-
cknm. OQHOM 13 rMaBHbIX Llene NporpaMmmbl
NPOBO3MNALLAETCA MOBbILEHNE pPacnpo-
CTPAHEHHOCTU TEeHETUYECKOrOo CKPUHUHIA,
pPaHHEen ANArHOCTUKU N NIEYEHUST CPEON XXEH-
LLNH.

B naHHOM KOHTEKCTe cnenyeTt OTMEeTUTb,
470, HaumHasa ¢ 2010 roga, B Kurae gencrey-
eT rocygapcTBeHHasi nporpamma 6ecnnar-
HOM MNPOBEPKM FEHETUYECKOro 340PO0BbS
nepepn, 6epeMeHHOCTbIO, BHEAPEHHASs B KIN-
HMYECKYIO MPaKTUKY C LIeIbl0 CBOEBPEMEH-
HOFO CHWXEHUSI pucka HebnaronpuaTHbIX
NcxoooB 6epPeEMEHHOCTM U MOBLILEHNS Ka-
yecTBa POXAEHHOro HaceneHus [6].

Ha ocHoBaHum cT. 31 3akoHa KHP «O Ha-
CeNIeHUM 1 NNIaHPOBaHUM cembn» [14]rocy-
[apCTBO CO3JaeT CUCTEMY A0OpPavyHOro u
MaTEPUHCKOro 34PaBOOXPAHEHNS, KOTOPbIE
npenoTBpallaldT WM YMEHbLUAIOT BPOX-
heHHble gedekTbl 1 yniyywalT 340P0Bbe
POXAOEHHbLIX AeTen. B cooTBEeTCTBMN CO CT.
21 paHHOro 3akoHa CyrnpyXeckue napbl ge-
TOPOOHOrO BO3pacTa, OCYLLECTBASAOLIMNE
niaHMpoBaHWE CeMbM, MosyyatoT becnnaT-
HbIN OOCTYN K TEXHNYECKNM yCayram no nna-
HWPOBAHMIO CEMbM MO OCHOBHbLIM MPOrpam-
MaM, YCTaHOBJIEHHbIM FOCYAApPCTBOM.

JaHHbIn nogxon, no 3assneHuto Hauuo-
HaNbHOM KOMUccUn 3gpaBooxpaHeHns, KHP
No3BOJINSI OXBATUTb BGecnyiaTHoOW npoueany-
poOW reHeTn4yeckoro ckpuHudra npv MHA B8
2017 rony B cpegHeM no4ytn 92 % ueneson
nonynsaumMmn na yncna 6epemMeHHbix nap. Bece
rpynnbl pycka, NMOABEPrLUMECS CKPUHUHTY,
NoAy4YMnn OOCTYN K LLeNIEBbIM KOHCYNbTaUM-
M N HanNpaB/IEHUSIM Ha JIe4eHMe, a Takxke
CMOMY NPEeAnpuHATbL HeobxoaMMble MepbI
npenocTopoXHOCTU 00 GepeMeHHOCTH,
4TOObl 3PPEKTMBHO CHN3UTbL PUCK PA3BUTUS
BPOXOEHHbIX aHOMannin y pebexka [4].
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Moaosoas utor BCemy BbilLECKa3aHHOMY
cnenyet OTMETUTb, YTO K COXaleHulo B
OO0NbLUNHCTBE €EBPOMNENCKUX CTpaH, Takux
kak benbrus, Npeuuysa, Npnangmsa, MicnaHms,
Utanuga, Cnoeakus, YkpanHa, Yexusa B Tom
yncne n Poccus, npouenypa npeHatanbHOm
OMarHOCTUKN He Mnosy4mna OO/HKHOro npa-
BOBOIr0O PEryavMpoBaHnsa B MHOFOACMNEKTHOM
nnaHe, B oTM4mne, Hanpumep, ot PpaHumn,
B KOTOPOW TEXHOJIOMNS NpeHaTanbHOW ana-
FHOCTUVKU OMpPeaensieTcsa caMoCTOATESNTbHbIM
cneumanbHbiM 3akoHoM «O goHauuu n umc-
MoOJSIb30BAHUN 3JIEMEHTOB Ye1I0BEYECKOro
Tena, BCMoOMOraTesibHbiX PenpoayKTUBHbIX
TexHonormnax (BPT) n npeHaTtanbHOW ama-
rHocTuke» [31].

Ha cerogHsawHuin aeHb B Poccun cyule-
CTBYET TOJIbKO BUOXMMUYECKUIA npeHaTab-
HbIi CKPUHUHT (Ha 9Tane 6epemMeHHOCT) U
HeOHaTasIbHbIl CKPUHWHI HA HECKOJIbKO Ha-

crnencTBeHHbIX 3ab601eBaHNI A1 HOBOPOXK-
OeHHbIX. focynapcTBOM He MHAHCKpYyeTCSs
Tak Ha3bIBAEMbIA FEHETUYECKUIA CKPUHUHI
«HOCUTENbCTBA» MPW MniaHMpoBaHUK bepe-
MEHHOCTW, OJHaKo ee HeobXoAMMOCTb He
BbI3bIBAET COMHEHMS.

JocTtynHasa rocynapCTBeHHas nporpam-
Ma TFEHEeTUYECKOro CKPWHWUHIa B paMkax
MH/A, B nepcnekTnee OKynuT 3atpaThbl C TOY-
KN 3PEHUS CHUXEHUs 3aboneBaemMoCcTu Ts-
XesnbIMU HAacNeaCTBEHHbIMU 60Ne3HaMmn, Ha
nleyeHme KOTOPbIX TPaTbCS 3HAUYUTENIbHbIE
drHaAHCOBbLIE PEeCcypCbl, 4YTO, B CBOID O4Ye-
penpb, AacT NPUPOCT TPYAOCNOCOOHOro Ha-
CeneHunsl, BHOCSLLLErO CBOV BKNag, B pasBu-
TUe HauMOHaNbHOW 3KOHOMUKK.Takom noa-
xo4, B CBOW O4yepenb, MNO3BOAUT CHU3UTb
[ONITOCPOYHbIE 3aTpaThl, CBA3aHHbLIE C He-
CBOEBPEMEHHOW AMArHOCTUKOW 1 nocneay-
IOLLMM JledeHnem pebeHka.

Jinutepartypa

1. O MEANUMHCKNX KPUTEPUSIX POXAEHMS, GOPME AOKYMEHTA O POXAEHUM N NOPSS-
Ke ero Bblgayn: npukas MuHsgpascoupassutns Poccumn ot 27.12.2011 N2 1687H //

Poccuiickas raseta. 2012. N2 64.

2. AMepuKaHcKas KOHBEHLMS O npaBax yenoseka (3aknioyeHa B . CaH-Xoce
22.11.1969) // CnpaBo4HO-NpaBoBas cucrema «KoHcynbtaHT MNnioc».

3. bein M. 3nakomcTBO ¢ KOHBEHLMEN O NpaBax YenoBeka n buomeguumHe // Mpe-
LeneHTbl EBponenckoro cyaa no npasam yenoseka. 2016. N2 9. C. 3-5.

4. BaH BbuH, TaHbCsaoxaHb. «B 2017 roay B Hawel cTpaHe 6bii10 NpoBeaeHo 6ec-
nnatHoe obcnepoBaHve 11,73 MunnvoHa cynpyXeckux nap, nnaHmpylowmx 6epe-
MEHHOCTb». OduumanbHei cant Mpasutensctea KHP. Paspen HoBocTtun. 11.07.2018.
URL: http://www.gov.cn/xinwen/2018-07/11/content_5305723.htm (gata obpatue-

Hus: 28.06.2020).

5. TocynapcTBeHHas nporpamma Kutainckoi HapoaHon Pecnybnukn «300p0BbIi
Kuntain-2030» (npuHsaTa LleHTpanbHbIM KOMUTETOM KOMMYHUCTMYECKON napTun
Kntas n ytBepxaeHa locypapcteeHHbiM CoBeToM 25 okTabpsa 2016 ropa) URL:
http://www.gov.cn/zhengce/2016-10/25/content_5124174.htm (nata obpatye-

Hus: 28.06.2020).

6. N3BelweHne MuHnctepcTtea purHaHcos KHP «O nposeneHuy nunoTHoM paboThbl
no peanusaunmn rocynapcTBEHHOM NporpamMmMbel 6ecnnaTHon NpeaponoBo Npo-
BEPKM FrEHETUYECKOr0 300p0BbsS» OdunumnanbHbii canT HaumMoHanbHOM KOMUCCUN
3apaBooxpaHerus KHP. Pazgen HosocTu. 22.04.2010. URL:http://www.nhc.gov.cn/
fys/s3589/201307/f8efadcbh2dcadf418cbc0988e0fdd21b.shtml (gaTta obpatueHus:

28.06.2020).

7. KoHBeHUus o0 npaBax pebeHka (opobpeHa leHepanbHoii Accambneeir OOH
20.11.1989) // CnpaBo4HO-npaBoBas cuctema «KoHcynbTaHT [Nnoc».

8. MoxoB A.A. HepoausLlumiica pebeHok - cybbekT npaBooTHoLeHMA? // CemeiHoe
nxunuwHoe npaso. 2019. N2 4. C. 14-18.

9. KpbinatoBa N.10. MpaBo Ha XM3Hb N JOCTOUHCTBO HEPOXAEHHOTrO pebeHka //

3akoH v npaso. 2018. N2 3. C. 39-42.

10. bBeno6paruHa H.A. MNMpaBoBoii ctatyc ambpuroHa // N3BecTus Tynbckoro rocy-
[APCTBEHHOIO YHMBEPCUTETA. DKOHOMUYECKME U topuanydeckue Haykm. 2013. N2 1-2.

C. 34-38.

11. mbapynnuHa J1.T. O npo6nemMe npaBoBOro ctatyca naoga kak naumeHTa // Me-
aunumHckoe npaso. 2017. N2 5. C. 19-24.

12. Ha pepakTupoBaHue reHoma YyenoBeka npeasoxuin BBECTU rnobdasbHblii MO-
patopuit. Ho TonbKO Ha KNIMHNYECKOE UCMOJIb30BaHNE 1 BCEro Ha natb net» (Cant
nHdopmaumoHHoro areHtctea TACC) URL: https://nauka.tass.ru/nauka/6816118

(naTa obpauteHus: 28.06.2020).

13. O 3awmTe npas XeHLWMH: 3akoH KuTtaickon HaponHon Pecnybnuku (NpuHAT
Ha 5-oM 3acepaHun 7-ro BecekmTtanckoro cobpaHnst HAPOAHbIX NpeacTaBuTenen 3
anpensa 1992 ropa).URL: http://www.gov.cn/banshi/2005-05/26/content_980.htm

(nata obpawteHus: 28.06.2020).

14. O HaceneHun 1 NNaHNPOBaHUU ceMbn: 3akoH Kutanckon HapogHon Pecny-
611K (NPUHAT Ha 25-0M 3acedaHnm NOCTOAHHOro komuTeTa 9-ro BeekuTarickoro
cobpaHusa HapogHbIx npeacTtasuteneit 29 nekabps 2001 ropa) URL: http://www.
moj.gov.cn/Department/content/2015-12/30/592_201338.html (naTta obpatueHus:

28.06.2020).

lMpobnemsbi npasa N° 3 (77)/2020

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

15. O coumanbHOM CTpaxoBaHUK: 3akoH KuTtanckor HapogHon Pecnybnuku (npu-
HAT Ha 17-0W1 ceccum NoCTOsAHHOro koMmuTeTa Beekntalickoro CobpaHusa HapoaHbIX
npepncrtasuTeneii 28 okts6psa 2010 ropa) URL: http://www.moj.gov.cn/Department/
content/2019-01/17/592_227077.html (nata obpaiieHuns: 28.06.2020).
16. O6 ocHOBax 34paBOOXPaHEHUs 1 yKpenieHns 300poBbs: 3akoH Kutalickoii Ha-
poaHoin Pecnybnukn (NnpuHaT Ha 15-m 3acepannm 13-ro NocTostHHOro kKommUTeTa
Bcekuntaickoro cobpaHms HapoaHbIx npeacTasuteneit 28 nekabps 2019 roga URL:
http://www.moj.gov.cn/Department/content/2020-01/03/592_3243767.html (nata
obpaLeHus: 28.06.2020).
17. NocTtaHoBneHne ECMNY o1 08.07.2004 «[deno «Bo (Vo) npoTtne @paHumnmn»» (xa-
no6a N2 53924/00) // CnpaBo4HO-npaBoBas cuctema «KoHcynbTaHT lNoc».
18. PekomeHpauum MapnameHtckon Accambnen Coseta EBponbl o1 12.10.2017 .
N2 2115 (2017) «Mcnonb3oBaHME HOBbIX FTEHHbIX TEXHONIOMMIA Ha toasax» (Theuseofn
ewgenetictechnologiesinhumanbeings) URL: http://assembly.coe.int/nw/xml/XRef/
Xref-XML2HTML-EN.asp?fileid=24228&lang=en (nata obpatieHus: 28.06.2020).
19. TysaHkuHa M.A., BopoHuHa J1./., HeuyknH A.B. KOHCTUTYLMOHHO-NPaBOBLIE
acnekTbl NPOXOXAEHUSA CKPUHMHIA Ha HacneacTBeHHble 3aboneBaHns B Poccuin-
ckon Pepepaumnm // CoBpemeHHoe npaso. 2019. N2 3. C. 36.
20. ACOG Committee on Practice Bulletins. ACOG Practice Bulletin No. 77:
screening for fetal chromosomal abnormalities // Obstet. Gynecol. 2007. 109.
P. 217-227.
21. Advanced Search Infant Life (Preservation) Act 1929. URL: http://www.
legislation.gov.uk/ukpga/Geo5/19-20/34/section/1 (paTaobpaweHus: 28.06.2020).
22. Bundesgesetz ber die medizinischunterst tzteFortpflanzung
(Fortpflanzungsmedizingesetz, FMedG) vom 18. Dezember 1998 (Stand
am 1. September 2017) // Url: https://www.admin.ch/opc/de/classified-
compilation/20001938/index.html (nataobpalueHus: 28.06.2020).
23. Cariati F., D’Argenio V.,Tomaiuolo R. The evolving role of genetic tests in
reproductive medicine. Journal of Translational Medicine17, 267 (2019). https://
doi.org/10.1186/s12967-019-2019-8.
24. Cook M. China rushes into embryo selection / M. Cook // BioEdge. 2019. May 25.
25. Decision of the Federal Constitutional Court, N 2 BvF 2/90, 2 BvF 4/92,
and 2 BvF 5/92, May 28, 1993. URL: http://www.bverfg.de /entscheidungen/
f$19930528 2bvf000290en.html (naTaobpatyeHus: 28.06.2020).
26. Ethics Committee of the American Society for Reproductive Medicine.
Preconception gender selection for nonmedical reasons. Fertility and sterility 2004;
82 Suppl 1: 232-5.
27. Gesetzzum Schutz von Embryonen: Ausfertigungsdatum: 13.12.1990 URL:
https://www.gesetze-im-internet.de/eschg/BJNR027460990.html (naTaobpalue-
Hus: 28.06.2020).
28. Isasi R.M., Knoppers B.M. National Regulatory Frameworks Regarding Human
Reproductive Genetic Testing (Preimplantation genetic Diagnosis / Prenatal
Diagnosis). 2006.
29. Kagan K.O., Sonek J., Wagner P., Hoopmann M. Principles of first trimester
screening in the age of non-invasive prenatal diagnosis: screening for chromosomal
abnormalities. ArchGynecolObstet. 2017.N2 296(4).C. 645-651. doi:10.1007/
s00404-017-4459-9.
30. Lo C.H., Vunnam N., Lewis A.K., (...), Thomas D.D., Grant B.D. An Innovative
High-Throughput Screening Approach for Discovery of Small Molecules That Inhibit
TNF Receptors. 2017. Slas Discovery 22 (8), C. 950-961.
31. ORFn°175 du 30 juillet 1994 page 11060 LOI no 94-654 du 29 juillet 1994 relative
audon et [I'utilisation des | ments et produits du corps humain, I’assistancem dicale
la procr ation et au diagnostic pr natal // https://www.legifrance.gouv.fr/affichTexte.
do?cidTexte=JORFTEXT000000549618&categorieLien=id (gataobpalweHus:
28.06.2020).
32. Ram N.R. «Britain’s new preimplantation tissue typing policy: an ethical
defence». Journal of medical ethics vol. 32, 5 (2006): C. 278-782. doi:10.1136/
jme.2004.011213.
33. Toth B., Wrfel W., Bohimann M.K., et al. Recurrent Miscarriage: Diagnostic
and Therapeutic Procedures. Guideline of the DGGG (S1-Level, AWMF Registry
No.015/050, December 2013). GeburtshilfeFrauenheilkd. 2015. 75(11): C.1117-
1129. doi:10.1055/s-0035-1558299.

References

1. O meditsinskikh kriteriyakh rozhdeniya, forme dokumenta o rozhdenii i poryadke
yego vydachi: prikaz Minzdravsotsrazvitiya Rossii ot 27.12.2011 N2 1687n //
Rossiyskaya gazeta. 2012. N2 64.

2. Amerikanskaya konventsiya o pravakh cheloveka (Zaklyuchena v g. San-Khose
22.11.1969) // Spravochno-pravovaya sistema «Konsul’tant Plyus».

3. Beyl M. Znakomstvo s Konventsiyey o pravakh cheloveka i biomeditsine //
Pretsedenty Yevropeyskogo suda po pravam cheloveka. 2016. N2 9. S. 3-5.

4. Van Bin, Tyan’Syaokhan’. «<V 2017 godu v nashey strane bylo provedeno besplatnoye
obsledovaniye 11,73 milliona supruzheskikh par, planiruyushchikh beremennost’».

Problemy prava (Issues of Law) founders journal N° 3 (77)/2020




Ofitsial’nyy sayt Pravitel’stva KNR. Razdel novosti. 11.07.2018. URL: http://www.gov.
cn/xinwen/2018-07/11/content_5305723.htm (data obrashcheniya: 28.06.2020).
5. Gosudarstvennaya programma Kitayskoy Narodnoy Respubliki «Zdorovyy
Kitay-2030» (prinyata Tsentral’nym komitetom Kommunisticheskoy partii Kitaya
i utverzhdena Gosudarstvennym Sovetom 25 oktyabrya 2016 goda) URL: http://
www.gov.cn/zhengce/2016-10/25/content_5124174.htm (data obrashcheniya:
28.06.2020)

6. Izveshcheniye Ministerstva finansov KNR «O provedenii pilotnoy raboty po realizatsii
gosudarstvennoy programmy besplatnoy predrodovoy proverki geneticheskogo
zdorov’ya» Ofitsial’nyy sayt Natsional’noy komissii zdravookhraneniya KNR. Razdel
novosti. 22.04.2010. URL:http://www.nhc.gov.cn/fys/s3589/201307 /f8efadcb2dc
a4f418cbc0988e0fdd21b.shtml (data obrashcheniya: 28.06.2020).

7. Konventsiya o pravakh rebenka (odobrena General’noy Assambleyey OON
20.11.1989) // Spravochno-pravovaya sistema «Konsul’tant Plyus».

8. Mokhov A.A. Nerodivshiysya rebenok - sub”yekt pravootnosheniy? // Semeynoye
i zhilishchnoye pravo. 2019. N2 4. S. 14-18

9. Krylatova I.YU. Pravo na zhizn’ i dostoinstvo nerozhdennogo rebenka // Zakon i
pravo. 2018. N2 3. S. 39-42.

10. Belobragina N.A. Pravovoy status embriona // lzvestiya Tul’skogo
gosudarstvennogo universiteta. Ekonomicheskiye i yuridicheskiye nauki. 2013. N2
1-2. S. 34-38.

11. Gibadullina L.T. O probleme pravovogo statusa ploda kak patsiyenta //
Meditsinskoye pravo. 2017. N2 5. S. 19-24.

12. Na redaktirovaniye genoma cheloveka predlozhili vvesti global’nyy moratoriy. No
tol’ko na klinicheskoye ispol’zovaniye i vsego na pyat’ let» (Sayt informatsionnogo
agentstva TASS) URL: https://nauka.tass.ru/nauka/6816118 (data obrashcheniya:
28.06.2020)

183. O zashchite prav zhenshchin: zakon Kitayskoy Narodnoy Respubliki (prinyat na
5-om zasedanii 7-go Vsekitayskogo sobraniya narodnykh predstaviteley 3 aprelya
1992 goda).URL: http://www.gov.cn/banshi/2005-05/26/content_980.htm (data
obrashcheniya: 28.06.2020).

14. O naselenii i planirovanii sem’i: zakon Kitayskoy Narodnoy Respubliki (prinyat na
25-om zasedanii postoyannogo komiteta 9-go Vsekitayskogo sobraniya narodnykh
predstaviteley 29 dekabrya 2001 goda) URL: http://www.moj.gov.cn/Department/
content/2015-12/30/592_201338.html (data obrashcheniya: 28.06.2020).

15. O sotsial’nom strakhovanii: zakon Kitayskoy Narodnoy Respubliki (prinyat
na 17-oy sessii postoyannogo komiteta Vsekitayskogo Sobraniya narodnykh
predstaviteley 28 oktyabrya 2010 goda) URL: http://www.moj.gov.cn/Department/
content/2019-01/17/592_227077.html (data obrashcheniya: 28.06.2020).

16. Ob osnovakh zdravookhraneniya i ukrepleniya zdorov’ya: zakon Kitayskoy
Narodnoy Respubliki (prinyat na 15-m zasedanii 13-go postoyannogo komiteta
Vsekitayskogo sobraniya narodnykh predstaviteley 28 dekabrya 2019 goda URL:
http://www.moj.gov.cn/Department/content/2020-01/03/592_3243767.html (data
obrashcheniya: 28.06.2020).

17. Postanovleniye YESPCH ot 08.07.2004 «Delo «Vo (Vo) protiv Frantsii»» (zhaloba
N2 53924/00) // Spravochno-pravovaya sistema «Konsul’tant Plyus».

18. Rekomendatsii Parlamentskoy Assamblei Soveta Yevropy ot 12.10.2017 g. N2
2115 (2017) «Ispol’zovaniye novykh gennykh tekhnologiy na lyudyakh» (Theuseofn
ewgenetictechnologiesinhumanbeings) URL: http://assembly.coe.int/nw/xml/XRef/
Xref-XML2HTML-EN.asp?fileid=24228&lang=en (data obrashcheniya: 28.06.2020).
19. Tuzankina I.A., Voronina L.I., Nechkin A.V. Konstitutsionno-pravovyye aspekty
prokhozhdeniya skrininga na nasledstvennyye zabolevaniya v Rossiyskoy Federatsii
// Sovremennoye pravo. 2019. N2 3. S. 36.

20. Prakticheskiye byulleteni Komiteta ACOG. Prakticheskiy byulleten’ ACOG N2 77:
skrining na khromosomnyye anomalii ploda // Akusherstvo. Gynecol. 2007. 109.
S.217-227

21. Advanced Search Infant Life (Conservation) Act 1929. URL: http://www.legislation.
gov.uk/ukpga/Geo5/19-20/34/section/1 (dataobrashcheniya: 28.06.2020).

22. Bundesgesetz ber die medizinischunterst tzteFortpflanzung
(Fortpflanzungsmedizingesetz, FMedG) vom 18. Dezember 1998 (Stand
am 1 sentyabrya 2017) // URL: https://www.admin.ch/opc/de/classified-
compilation/20001938/mldex.ht (dataobrashcheniya: 28.06.2020).

23. Kariati F.,, D’Argenio V., Tomayolo R. Rastushchaya rol’ geneticheskikh testov
v reproduktivnoy meditsine. Zhurnal translyatsionnoy meditsiny 17, 267 (2019).
https://doi.org/10.1186/s12967-019-2019-8.

24. Povar M. Kitay brosayetsya v selektsiyu embrionov / M. Povar // BioEdge. 2019.
25 maya.

25. Resheniye Federal’nogo konstitutsionnogo suda, N 2 BvF 2/90, 2 BvF 4/92
i 2 BvF 5/92, 28 maya 1993 g. URL: http://www.bverfg.de / entscheidungen /
fs19930528 2bvf000290en. html (dataobrashcheniya: 28.06.2020)

26. Komitet po etike Amerikanskogo obshchestva reproduktivnoy meditsiny. Vybor
pola do zachatiya po nemeditsinskim prichinam. Fertil’nost’ i besplodiye 2004; 82
Dopolneniye 1: 232-5.

27. Gesetzzum Schutz von Embryonen: Ausfertigungsdatum: 13.12.1990

lMpobnemsbi npasa N° 3 (77)/2020

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

URL: https://www.gesetze-im-internet.de/eschg/BJNR027460990.html
(dataobrashcheniya: 28.06.2020).

28. Isasi R.M., Knoppers B.M. Natsional’naya normativno-pravovaya baza v
otnoshenii geneticheskogo testirovaniya reproduktivhoy funktsii cheloveka
(doimplantatsionnaya geneticheskaya diagnostika / prenatal’naya diagnostika).
2006.

29. Kagan K.O., Sonek Dzh., Vagner P., Khupmann M. Printsipy skrininga pervogo
trimestra v vozraste neinvazivnoy prenatal’noy diagnostiki: skrining khromosomnykh
anomaliy. ArchGynecolObstet. 2017. N2 296 (4) .S. 645-651. DOI: 10.1007 / s00404-
017-4459-9.

30. Lo K.KH., Vunnam N., L'yuis A.K., (...), Tomas D.D., Grant B.D. Innovatsionnyy
podkhod k vysokoproizvoditel’nomu skriningu dlya obnaruzheniya malykh molekul,
kotoryye ingibiruyut retseptory TNF. 2017. Slas Discovery 22 (8), S. 950-961.

31. ORF N2 175 ot 30 iyulya 1994 g., str. 11060 LOI N2 94-654 ot 29 iyulya 1994
g., otnosyashchiyesya k delu bez ispol’zovaniya elementov i proizvodstva
chelovecheskogo tela, mediko-sanitarnoy pomoshchi v otnoshenii proizvodstva i
diagnostiki prenatal’noy // https://www.legifrance.gouv.fr/affichTexte.do?cidText
e=JORFTEXT000000549618&categorieLien=id (dataobrashcheniya: 28.06.2020).
32. Ram N.R. «Novaya politika Velikobritanii v oblasti preimplantatsionnogo
tipirovaniya tkaney: eticheskaya zashchita». Zhurnal meditsinskoy etiki ob. 32, 5
(2006): S. 278-782. DOI: 10.1136 / jme.2004.011213.

33. Toth B., Wrfel W., Bohimann M.K., et al. Retsidiviruyushchiy vykidysh:
diagnosticheskiye i lechebnyye protsedury. Rukovodstvo DGGG (uroven’ S1,
registratsionnyy nomer AWMF 015/050, dekabr’ 2013 g.). GeburtshilfeFrauenheilkd.
2015.75(11)S.1117-1129. DOI: 10,1055 / s-0035-1558299.

MELOBEOEB Muxaun BacunbeBu4, JOKTOP MEANLIMHCKNX HAYK, Npodec-
cop, 3aBenylowmin kadenpon ynbTpas3ByKOBOM U NpeHaTasibHON ANarHOCTUKM
Akagemun noctaunaomHoro obpasoBanus Orey dHKL, ®MBA Poccuu.
125371, . MockBa, Bonokonamckoe wocce, gom 91. E-mail: mmedved®@list.ru.

3EHWH Cepreit CepreeBuy, kaHamaaT lOPUANYECKNX HAYK, OOLLEHT, ANPEK-
Top HayyHo-nccnenoBatenbckoro nHctutyta @reQy BO «MockoBckuii rocynap-
CTBEHHbIV lopuanyecknin yuusepcutet umenmn O.E. KytadumHa (MI'OA)». 125993,
r. Mocksa, yn. CapoBasi-KygpuHckas, ooMm 9. E-mail: zeninsergei@mail.ru

CYBOPOB leopruit Hukonaesu4, npopekTop no oowwmm Bonpocam Aka-
aemum noctaunnomMHoro obpasosanus Orey @HKL, PMBA Poccun. 125371,
r. MockBa, Bonokonamckoe wocce, gom 91. E-mail: ipk6019086@yandex.ru

MEDVEDEYV Mikhail, Doctor of Medical Sciences, Professor, Head of the
Department of Ultrasound and Prenatal Diagnostics of the Academy of
Postgraduate Education of the FSBI FNSC FMBA of Russia. 125371, Moscow,
Volokolamsk highway, house 91. E-mail: mmedved®@list.ru.

ZENIN Sergey, Candidate of Legal Sciences, Associate Professor, Director
of the Research Institute of the Federal State Budgetary Educational Institution
of Higher Education “Moscow State Law University named after O.E. Kutafina
(Moscow State Law Academy) “. 125993, Moscow, st. Sadovaya-Kudrinskaya,
house 9. E-mail: zeninsergei@mail.ru

SUVOROV Georgy, Vice-Rector for General Issues of the Academy of
Postgraduate Education of the FSBI FNSC FMBA of Russia. 125371, Moscow,
VolokolamskoyeShosse, 91. E-mail: ipk6019086@yandex.ru.

Problemy prava (Issues of Law) founders journal N° 3 (77)/2020




DOI: 10.14529/pro-prava200308 MM N2 3(77)-2020. c. 57—66
YOK 346.7:618.2(510)

Mepngepner M.B., CyeopoB'.H., 3eHun C.C.

NMPUHLIUMBI U 3BAKOHOMEPHOCTU NPABOBOIO
PETFYJIMPOBAHUS FEEHETUYMECKOIO CKPUHMHIA
NMPU NPEHATANILHOU AUATHOCTUKE

B KMTAMCKOM HAPOAHOM PECNYBJIMKE!

Medvedev M.V., Suvorov G. N., Zenin S.S.

PRINCIPLES AND PATTERNS OF LEGAL
REGULATION OF GENETIC SCREENING

IN PRENATAL DIAGNOSIS IN THE PEOPLE’S
REPUBLIC OF CHINA:

Bcrartbe aHann3npytoTcsi 0COBEHHOCTY MPaBOBOIro PerynpoBaHns reHeTu-
4ecKoro CKpUHVHra rnpv rnpeHaraabHov guarHoctuke B Kutavickor HapoagHou
Pecnybnuke (KHP). lNpoBeneHHoe nccaenoBaHue rno3BoJsna0 yCTaHOBUTb OC-
HOBHbIE Ha4yasa n 3aKOHOMEPHOCTU COOTBETCTBYIOLLEro peryanpoBaHus. Pe-
3loMupyeTcs, 470 pykoBoacTBo KHP npoBogunT ueneHanpasieHHY noanTuKy
10 0310POBJIEHUNIO HACEJIEHWIS, TAE B KAYECTBE OAHOU U3 MIPUOPUTETHbIX 38434
BbICTYNaEeT HE YBEJIMYEHNE YYCJIEHHOCTW HACEJIEHVIS, & MOBBLILUEHNE «Kade-
CTBa» HOBOPOXAEHHbIX (B KOHTEKCTE COCTOSIHUS 340p0Bbs1). Oco3HaBasi, B 3TOM
CBSI3U, MO3UTUBHbIE BO3MOXHOCTU rEHETUYECKOro ckpyHuHra npuv MH/Z B ya-
CTU MOBbILLIEHWS] OBLLEr0 YPOBHS 310P0BbSI HACEIEHWS], rOCYAapCTBO MPUHM-
MaeTt [0CTartoO4HO MHOIro yCcuauii B pUHaHCOBOU, rpaBoOBOM, HAYYHOM, COLM-
aJIbHOV Y MHbIX chepax 4Jisl ero LLUNPOKOro BHEAPEHWS B [TOBCEAHEBHYIO KIIMHU-
4Yeckyto npakTuky.feHetudeckuii ckpuHuHr npu MNH/A sensetcs 6ecnnatHbIM U
JAOCTYMHbIM 7151 BCEX C/I0EB HacesneHns Kutasi, OH BXoANUT B COCTaB MEANLINH-
CKUX yCiyr, GuHaHCUpPyeMbIx 3a CYET rocyaapcrBa. VIMEHHO 3Tu MPUHLNIIbI,
Kak rokasa’s aHaanm3 3aKkoHoAaTesIbHOV 6a3bl reHETUYECKOro CKPUHUHIA rnpu
lMHA, saBnsoTcs cucTteMoobpasyowmmm B paMkKax ero rnpaBoBoro peryiipo-
BaHusiB KHP. B HacTosiLee BpeMsi OCHOBHOV TEHAEHLMEN pa3BuTvs 3aKOHoAa-
TenibcTBa KHP B obnact reHetu4deckoro ckpuHuHra npu lNH/ sensertcs 6osnee
rnoapobHas pernaMmeHTaums Pas/inyHbIX aCreKkToB NPUMeHEHWSI AaHHOM Meau-
LMHCKOV TexHosnorun. HapaboTtaHHbIi KHP onbIT npaBoBOro peryivpoBaHus
MOXET ObiTb Y4TEH OTEYECTBEHHbLIM 3aKOHOAATE/IEM.

KnioyeBbie cnoBa: npeHatanbHas auvarHoctvka (lNH/A), reHetuyeckuvi
CKPUHWHI, Hacie4cTBeHHoe 3ab0s1eBaHne, reHeTUYeckme gaHHble, 34paB00X-
paHeHue, meauunHcKoe cTpaxoBaHue, Kutavickas HapogHasi Pecriybnvka
(KHP),nnon, pebeHok.

The article analyzes the features of legal regulation of genetic screening for
prenatal diagnosis in the people’s Republic of China. The conducted research
allowed to establish the main principles and regularities of the corresponding
regulation. It is summarized that the leadership of the people’s Republic of Chi-
na conducts a targeted policy for improving the health of the population, where
one of the priorities is not to increase the population, but to improve the” quality
“ of newborns (in the context of health). Realizing, in this regard, the positive
possibilities of genetic screening in HDP in terms of improving the overall level
of health of the population, the state is making a lot of efforts in the financial,
legal, scientific, social and other spheres for its wide implementation in every-
day clinical practice. Genetic screening when PND is free and available to all

" cenenosaHue BoINOMHEHO NPy hUHAHCOBOM noaaepxke Poccuiickoro doraa dpyHaaMeHTabHbIX uccne-
nosaHuii (POdU) B pamkax Hay4yHoro npoekta N2 18-29-14061.

2 The reported study was funded by RFBR according to the research project N2 18-29-14061.
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segments of the population of China, it is part of health services financed by the
state. These principles, as shown by the analysis of the legal framework for ge-
netic screening in HDP, are system-forming in the framework of its legal regula-
tion in the PRC. Currently, the main trend in the development of Chinese legisla-
tion in the field of genetic screening for HDP is more detailed regulation of vari-
ous aspects of the use of this medical technology. China’s accumulated experi-
ence in legal regulation can be taken into account by the domestic legislator.
Keywords: prenatal diagnostics (PND), genetic screening, inherited dis-
ease, genetic data, health care, medical insurance, people’s Republic of China

(PRC), fetus, child.

Ha cerogHsWwWHMM AeHb B MMPOBOY Meau-
LMHCKOMN MNpakTUKE B KayecTBe OOHOro n3
caMbIX MNEePCHEeKTMBHbIX HarnpasiieHUn re-
HOMHBbIX UCCNEeaOBaHWN, BbICTYNAET reHeTn-
YECKNN CKPUHMHE B pamkax npeHaTasbHOMn
avnarHoctukn (panee - MNMHA). C nomoulbio
HEro MOXHO BbISIBUTb PUCK PasBUTUS XPO-
MOCOMHOW aHeyniongum y nnoga, B TOM
yucne Ha cTaauu NiaHMpoBaHus 6epemeH-
HOCTU, TO €CTb YCTAHOBUTb TaK HA3bIBAEMbIV
PUCK «HOCUTENbCTBA» U NOCNEayoLLen ne-
penayn TSXKenoro HacneacTBEHHOro 3abo-
neBaHui notomMkam. NonyyeHHasa nHpopma-
uMsa  MO3BONMSETKIMHNYECKN  MNPAaBWUIbHO
CcniaHMpoBaTb OEPEMEHHOCTL C LIENbiIo MU-
HUMU3ALNM BEPOSITHOCTU PA3BUTUS KaKNX-
MO0 OTKJIOHEeHWI Yy Nnoda, a B OTAEsbHbIX
cnyyasix — coenatb 060CHOBaHHbINV BbIGOP B
Nofb3y NPUMEHEHUsST BCOMOraTesibHbIX pe-
NPOAYKTUBHbIX TEXHONOMMM. Tem cambiMm,
pacluMpeHne MacluTaboB MPUMEHEHUs re-
HETMYECKOro CKpuHuHra B pamkax MH B
0603pMMOM ByayLLLEM MOXET MONOXUTENb-
HO OTpPa3uTbCs Ha 0OLLEM COCTOSIHUWN 3[0-
pPOBbS1 HACENEHUSA, YMEHbLUUTb YNCNO NN,
6onewmx TAXKENbIMXA HacnenCTBEHHbIMN
3aboneBaHNaAMM, a TakKe KOMYecTBO npe-
pblBaHNN BEPEMEHHOCTU MO MEeOULIMHCKUM
nokasaHunsM.

B artom cBA3m Bepywume CTpaHbl BCe
60/bLLEe CKIIOHSAOTCA K HE0OX0AMMOCTN ae-
TasbHOWM NPaBOBOW pernaMmeHTauum npume-
HEHUS OAHHOW TEXHONIOMUK B LENSX ee Nno-
BCEMECTHOrO BHEAPEHUA B KIMHUYECKYIO
npakTuky. He ¢aBngeTca UCKII0YEeHMEM B
3TOM OTHoweHun n Kutanckasa HapopgHas
Pecnybnuka (panee — KHP). Mo oueHkam
nccneposartenen, Kutam yxe OaBHO 3aHuU-
MaeT nuampylouime nos3nuym Bo BCEM MUpe
B 0611aCTV N3y4yeHMs reHoMa YesnoBeka [23,
26]. HayyHble [OCTMXeEHUS B  3TOWM
cohepe,Hapsay C NOBCEMECTHLIM NPUMEHE-
HUEM FeHeTU4YecKoro CkpuHuHra npuv MHAQ,
nozsonunnkKuraw AOOUTLCS CYLLECTBEHHO-
ro nporpecca B CoKpalleHN YMUCra Cy4yaeB
CMepTn MaTepen, MnageHueB U OeTen B
Bo3dpacTte no natn net [28].Takkxe B KHP
CTPEMUTENbHO pPa3BMBAKOTCS UCCnenosa-
HMA B 06nacTM UHAMBMAOYaANbHOWN Meauun-
Hbl, B OCHOBE KOTOPOW NEXUT NMPUMEHEHNE

METOO0B N CPEACTB JIeYEHNS B 3aBUCMMO-
CTW OT reHOMa KOHKPETHOr o yenoseka (pap-
MaKoreHOMMYeckKoe nieveHne) [24].

MNpu aTOM He cnepnyeT 3abblBaTb, YTO CO-
BpeMeHHas npasoBasa cuctema KHP B ue-
JIOM MPOAOJIKAET OCTaBaTbCsH LOCTATOYHO
camMoObITHBIM siBNneHnem. Ha ee popmMumpo-
BaHMENOBAUSNN 0COObIE MCTOPUYECKME, CO-
umanbHble, NONUTUYECKNE, SKOHOMUYECKNE,
KYNbTYpPHbIE 1 UHblE dakTopbl. B cBA3m C
3TMM MUccnefoBaHne BOMPOCOB NPaBOBOro
PErynMpoBaHns rEHETUYECKOro CKPUHUHIa
npu MHAO B KHP npeactaeBnsger uvcknioyn-
TENbHbIA UHTEPEC OIS IOPUANYECKON HAYKU.

Mpexae Bcero, cnegyeT OTMETUTb, YTO B
KHP,cornacHo cT. 25 OCHOBHOro 3aKoHa,
MpoBO3rNaweHa noanTuKa MIaHMPOBaHUSA
CEMbWC LLENbIO NPUBEAEHVS B COOTBETCTBUE
NPUPOCT HACENEHNS C NMiaHaMm SKOHOMUYe-
CKOro n coumanbHoro passutusa [1].Pecyp-
Cbl CTpaHbl He cNOCcoOHbLI 06ecneyYnTb CTpe-
MUTENbHbLIM  MPUPOCT HACENeHUs, BBUAOY
4yero C cepenvHbl NpoLsIoro CToNeTus B
KHPHavanacb NOANTMKA MO CHMXKEHMUIO POX-
naemocTtn. OgHako ee pe3ynbraTthl ABASIOT-
csl Janeko HeogHO3Ha4yHbIMK (0bLLee «cTa-
peHne» HaceneHus, CyLLLEeCTBEHHOE YMEHb-
LWeHne O0An AEeBOYEK Cpean HOBOPOXOEH-
HbIX 1 T.4.), B CBSI3N C YEM B NOCNeaHee Bpe-
Msa  pykoBoacteo KHP nepecmartpuBaer
noaoxonbl K 0603HayYeHHOW aemorpadpuye-
ckon npobneme [14, 25].focynapcTBo,nocT
erneHHoyBennyMBas oblime pacxobl Ha Cu-
cTeMy 34paBOOXpaHeHusi, ocoboe BHUMA-
HME CTano yaensaTbpasBUTUIO HOBbIX Mean-
UMHCKUX TexHonorum B coepe MHA, ocHo-
BaHHbIX HA MCMONb30BAHNN OAHHbBIX O FEHO-
Me yenoBeka [18].

B 3TMX yCnoBumsax ¢ NnOMOLLBLI0 HOPM Mnpa-
Ba, BbICTYMalOLWMX B KayeCTBE OOHOro w13
rnaBHbIX PErYISTOPOB 0OLECTBEHHbIX OTHO-
LWeHnn, co3paeTcss Heobxoaumass Hopma-
TnBHasannaTtdopma A9 NPUMEHEHUS FeHe-
TWUYECKOro CKpuHuHra B pamkax MHZA.

Tak, KpPOME OCHOBHOro 3akoHa, Hopma-
TUBHO-TMPaBOBYIO 6a3y NpPoBeAEeHUs TEHETU-
yeckoro ckpuHuHra npw NHA 8 KHP coctas-
NaT cnenyouwme aktbl: 3akoH Kutanmckomn
HapogHoin Pecnybnukn «O6 ocHoBax 3apa-
BOOXPaHEHUS N YKPENJIEHNS 300P0Bbs» [2],
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3akoH KHP«O coumanbHOM cTpaxoBaHUn»
[3], BakoH KHP«O 3awmnTte npaB >XeHLLUH»
[4], BakoH KHP «O HaceneHun n nnaHnposa-
HUM ceMbk» [5],rocynapcTBeHHad nporpam-
ma KHP «3popoBbiin Kutain-2030» [9],MNono-
xeHme «0O6 ynpaBfeHUM TreHEeTUYEeCKUMU
pecypcamu yenoseka» [6], a Takxe BeoOM-
CTBEHHbIE aKTbl, B YacTHOCTM HaumoHanb-
HOI KOMUCCUM 30paBOOXPaHEHUS.

AHanNM3 ykasaHHbIX MCTOYHUKOB MO3BO-
NFeT  BblOENUTb  Creaylolme  OCHOBHbIE
NMPUHUMMNbLI NPaBOBOrO PErynMpoBaHnst re-
HeTmn4eckoro ckpuHuHra npu NMHA B KHP.

1. basoBbIM Havyanom B paccmaTtpuBae-
MOl cdepe BbICTyNaeT BCeEMepHas noa-
nepxXka co CTOPOHbI rocyaapcTea npoBene-
HUSA NIOObLIX METO0B NPEeHaTaNbHOM AMarHo-
CTUKM, B TOM YUCIIE U FEHETUYECKOIO CKPU-
HUHra.

B cootBetcTBMM cO CT. 24 3akoHa KHP
«O6 oCHOBax 34paBOOXPaHEHMUs U yKpernne-
HUS 300POBbS» TOCYAAPCTBO MPUHUMAET
Mepbl MO OKa3aHMIO rpaXaaHam Takux yCyr,
Kak nobpayHas M maTepuHckasi MOMOLLb,
nponaraHga pPenpoaykTUBHONO 340PO0Bbs U
npodunakTmka BPOXAEHHbIX AOedeKTOoB.
AHanornyHele NOJSIOXEHNS coaepXxaTcs u B
cT. 51 3akoHaKHP«O 3awmTte npaB XeH-
wuH». MNpn aTOM NpuMeyaTenbHO, HYTO B CO-
OTBETCTBMM CO CT. 55, 56 3akoHaKHP«O co-
LUManbHOM CTpPaxoBaHWUM» B MEpeyYeHb pac-
X0[0B, CBA3aHHbIX C MATEPUHCTBOM, BXOAAT
MeOVLUMHCKME YCNyrM Mo MniaHUpPOBaHUIO
OepeMeHHOCTN, B TOM 4YUCNE N FeHeTu4e-
CKWIA CKPUHWHI Ha HacnencTBeHHble 3a60-
neBaHus. A B criyyae, ecnv Ha aTane nnaHum-
poBaHus 6epeMeHHOCTU Obina npoBeaeHa
Kkakas-nmbo MeauumHckas onepauusi, TO
XeHLWmMHe (paboTHUKY) nNpepocTaBasieTcs
COOTBETCTBYIOLLNIM OTNYCK 1 nocobue.

MyHkT 1 rmaebl 10 rocyaapCTBEHHOM NPo-
rpammbl KHP «3gopoBsbii Kutan-2030» ycta-
HaBMMBAET, YTO B rOCYAAPCTBE A0JIXHA OblTh
ycuneHa koMmniekcHas npopunakTmka Bpox-
OEeHHbIX AedeKkToB, OXBaTbiBaOLWas BCe CTa-
O BepeMeHHOCTW, BBMAY Yero bepemeH-
Hble >XEHLLMHbI OOJIKHbI METb BecniaTHbIN
[OCTYN K NtoObIM MeANLMHCKMM UccneaoBa-
HUSIM, B TOM YnCie 1 reHeTndecknum. OgHom
M3 MaBHbIX Leser nporpaMmmbl NPOBO3ra-
LIaeTCs MNOBbILLEHNE PACNPOCTPAHEHHOCTU
reHeTMYEeCKOro CKPUHWHIa, PaHHen amarHo-
CTUKM N NTEYEHNS CPEOM XEHLLNH.

B naHHOM KOHTEKCTe crnenyeT OTMETUTD,
410, HaumHaa ¢ 2010 roga, B Kutae pencray-
eT rocyaapcTBeHHas nporpamma 6ecnnar-
HOW MPOBEPKN FEeHEeTMYECKOro 300P0BbS
nepen 6epeMeHHOCTbIO, BHeApeHHasi B K-
HUYECKYIO MPaKTUKY C LEebl0 CBOEBPEMEH-
HOrO CHUXEHUS pucka HebnaronpuaTHbIX
ncxonoB 6epeMeHHOCTM U MOBLILLEHUS Ka-
yecTBa POXOEHHOro HaceneHus [8].

Ha ocHoBaHun cT. 31 3akoHaKHP «O Ha-
ceneHnm n NNaHNPoBaHNUM CeEMbU» rocyaap-
CTBO CO34aeT cuctemy gobpayHoro u marte-
PUHCKOro 34paBOOXPaHEHNS!, KOTOPbIE Npe-
LOTBPALWAIOT UM YMEHbLLIAIOT BPOXOEHHbIE
nedekTbl 1 yaydLaoT 300P0BbE POXAEHHbIX
netenn.B coortBeTcTBUM CO CT. 21 OAHHOroO
3aKkoHa Ccynpyxeckume napbl AETOPOAHOro
BO3pacTa, OCYLUECTBASIOLME MaHMPOBa-
HMe ceMbW, Nosy4atoT 6ecnnaTHbIn OCTYnN K
TEXHMYECKUM YCyram o MjaHMPOBaHMIO
CEMbM MO OCHOBHbLIM MpoOrpamMmam, ycTa-
HOBJIEHHbIM FOCY4AaPCTBOM.

JaHHbln noaxoa, no 3assneHuto Haumo-
HaNbHOMKOMUCCUU 3gpaBooxpaHeHus, KHP
no3BONINA OXBaTUTb BecnnaTtHoW npoleny-
pow reHeTnyeckoro ckpuHuHranpu MHO B
2017 rony B cpeaHem no4vtn 92 % ueneson
nonynaummn n3 ymncna 6epemMeHHblx nap.Bce
rpynnbl pucka, noaBepriimecs CKPUHUHTY,
MOSTyYNUNM JOCTYM K LLENEBbIM KOHCYNbTaLUM-
M M HanpaBfEHUSIM Ha Jie4eHne,a Takxe
CMOMK NPeanpuHATbL HeoBXoaMMble Mepbl
npeaocToOpoOXHOCTU [0 6GepemMeHHOCTU,
4TO6bI 9DPEKTUBHO CHU3UTL PUCK PA3BUTUS
BPOXOEHHbIX aHOManui y pebenka [13].

2. MpuHUMN OOCTYNMHOCTU FEHEeTMYECKO-
ro CKPUHKMHIa gjisi BCEX C/I0EB HACENEHUS.

JaHHbI MpUHLUMN HanpsIMylo CBSI3aH C
npeabiaywmmM 1 SBseTcst NPOn3BOAHbIM OT
Hero. Tak, B COOTBETCTBUM C paHee ykasaH-
How cT. 31 3akoHa KHP «O HaceneHuu n nna-
HMPOBAHUN CEMbW», BNACTU BCEX YPOBHEN
NPUHMMAOT Mepbl N0 06ecneYeHnio 4OCTy-
na rpaxxaaH K TeEXHU4EeCKUM yciyram o nna-
HMPOBAHMIO CEMbU U NOBbILLIEHMIO YPOBHS UX
pPENPOAYKTUBHOIO 300PO0BbA. A B NyHkTE 1
rmaebl 10 rocymapcTBEHHOM NporpamMmbl
KHP «3popoBbiii Kutain-2030» nogyepkmnsa-
€TCs, 4To cucTemMa MnpoPUNakTUKA BPOX-
OEeHHbIX OedeKkTOB A0/MKHA OXBaTbiBaTb Kak
ropoacKnx, Tak U CENbCKUX XUTENEN.

3. HeponycTMMoOCTb OCYLLIECTBIIEHUS re-
HETUYECKOro CKPUHUHIA He B MeANLMHCKUX
LLensax.3anpeTmcnonb30BaHNa  TEXHONOrni
penakTMpoBaHMs 3apOoablLLEBLIX IMHUINA.

CornacHo cT. 35, 363akoHaKHP «O Hace-
JIEHUM N NIAHMPOBAHUM CEMbUW» 3anpeLla-
eTCcs NpoBeAeHNE YNbTPa3BYKOBbLIX U UHbIX
nccnenoBaHnii C LEnNblo yCTaHOBEHME Noaa
oyayuiero pebeHka. 3anpelaeTcs MUCKYC-
CTBEHHOE npepbiBaHMe 6epeMeHHOCTU B
CBS3M C nosiom Oyayuwero pebeHka, ecnu
3TO He 00YyCNOB/IEHO MEAULIMHCKMMM Moka-
3aHUSMM (Hanpumep, nepenaden TaXenoro
reHeTnyeckoro 3abosieBaHnsl, CBA3aHHOIO C
nonom).Kpome T0Oro, B Kutae pesko ocyx-
[alTCA MONbITKU KaKNX-NnMbo KIMHUYECKUX
OMbITOB Hag reHomMom Byayuimx neten.Ha-
npumep, AEATENbHOCTb KNTANCKOro Y4eHOro
Xell3aHbkyi, koTophkIli B 2018 roay nameHun
AHK HoBOpOXAEHHbIX, 3a4aTbiX NpU MOMO-
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LM SKCTPAKOPMnopasbHOro OnJogoTBOpe-
HUS, Bblna NPU3HaHa HE3aKOHHOM, a caM OH
1 ABOE ero Kosser 6611 NpuBeYeHbl K yro-
JIOBHOW OTBETCTBEHHOCTM [16].

4. OxpaHa NepCcoHanbHbIX FEHETUHYECKNX
OAaHHbIX, MOJIy4YEHHbIX B pe3ynbTaTte npume-
HEeHUS AHHOW TEXHONOT M.

B Kntae cyuwiecTtByeT AOBOJIbHO XECTKUMN
roCyf0apCTBEHHbBIA KOHTPOJIb B OTHOLUEHUN
KOHOUAEHUNANBHOCTUIEHETUYECKUX  AaH-
HbIX, HANPaB/IEHHbIM HA 3aLLMTY HaLMOHasb-
HbIX UHTEepecoB. Tak, B CT. 8lNonoxeHns «0O6
YNPaBAeHNN TFEHETUYECKMMM pecypcamum
YyesnoBeka» 3akpPennseTcs, 4To coop, XxpaHe-
HU1e, UCMOJIb30BaHNE 1 NPeaocTaBeHne re-
HETUYECKNX PECYPCOB YenoBeka 3a pybex
He JOMKHbI HAHOCUTL BPES, 300POBbI0 Hace-
JIEHMS, HaUMOHaNbHOM 6€30MacHOCTU U UH-
Tepecam obuiectBa. A B COOTBETCTBUM CO
CT. 9 9TOr0 e NonoxeHus, nNpu cobope, xpa-
HEHMW, NCNONBb30BAHUN U NPEAOCTABAEHUN
reHeTU4eckMx AaHHbIX npenBapuTesbHO
DOMKHO ObITb MOJSIyYEHO corflacue ux Bna-
nenbuaB uensix obecnevyeHns npaea Ha He-
MPUKOCHOBEHHOCTb YaCTHOW XU3HW.

Kak Bugum,Bnactm Kutas npossnser
ocobyio 3ab0Ty O 3almTe TreHeTU4YeCKmUx
DAHHbIX CBOUX rpaXkaaH, B TOM YMCIe B KOH-
TekcTe KmbepbeszonacHocTu. [daHHoe 00-
CTOATENbCTBO, C OAHOW CTOPOHbLI, NPUTOP-
MakuBaeT pa3BUTME FrEHOMHbIX UCCNeaoBa-
Hun B Kutae, Tak kak npensiTCTBYET UX MEX-
OYHApOOHOM MHTerpauum, Ho C Apyron cTo-
POHbI CBEEHWS O FEHOMe B MacluTabax Le-
JIO HauMn NpencTaBnsioT COOO0NM YHUKaNb-
Hble JaHHble, KOTOPble MOryT OblTb UCMOJb-
30BaHbl MHbIMW FOCYAAPCTBaMUN 4S5 Lefen
CBOEWN BHELUHEWN MONNTUKU, HarpasfIEHHOMN
npoTme HaceneHus Kutasa (pa3paboTtka «re-
HETUYECKOr0» OPYXWUS, ANCKPUMUHALMS MO
reHeTU4eCkoMy NPU3HaKky 1 T.4.).

B aToil cBA3M HeKkoTopble aBTOPbl 060-
CHOBaHHO noayepkmneatoT, 4To B Knutae xect-
KNI rOCy0apCTBEHHbBIA KOHTPOJIb OCTaeTcsd
1, BEPOSATHO, OyAeT ocTaBaTbCA JOMUHUPY-
Iolen 4epTon B ynpaBneHUM FreHOMHbIMU
OAHHbIMU B TEYEHNE MHOIMMX NMOCneayoLmnx
net. OgHako 6onee LenecoobpasHbIM Nnpes-
CTaBnsieTcs co3gaHme cbanaHCMpPOBAHHOW
MOZE/NIN UCMOJTb30BaHUSA FEHEeTUYECKMX AaH-
HbIX, KOTOpasi 6bl y4MTbIBasia NHTEPECHI Ha-
LMOHanbHoM 6e30nacHOCTH, 3a4a4m no no-
BbILUEHMIO KOHKYPEHTOCMOCOOHOCTN FOCy-
[apcTBa M BO3MOXHbIX Bbirog ans obuie-
CTBEHHOro 3apaBooxpaHeHus [20]. BmecTe
C TEM, HECMOTPS Ha yXe OAaBHO Ha3PEeBLUYIO
HEeobX0AMMOCTb, 40 HACTOSALLErO BDEMEHN B
KnTtae Tak n He NPUHAT eNHbIN 3aKOH O 3a-
WMTEe MepcoHasnbHbiX AaHHbIX. Mo nnaHam
KUTANCKOr0 PYKOBOACTBA OH AOJIKEH ObITb
pa3paboTaH Tonbko k 2022 roay [21].

Kpome BbilleykasaHHbIX MPUHLMMIOB, 3a-

KoHopaTtenbctBy KHP B paccmatpusaemon
chepe NpucyLLM Takme «CKBO3HbIE» MOSO-
XEeHUs Kak: A0O6POBOJIbHOCTb Yy4acTus B re-
HETNYECKOM CKPUHUHIe;006593aHHOCTb opra-
HOB BfACTW MO NPOBEAEHMIO MPOCBETUTESb-
CKOW M nponaraHamMcTKoM paboTbl cpeau
rpaxaaH, HanpasfieHHON Ha ¢opmMunpoBa-
HME OTBETCTBEHHOIO OTHOLUEHWUSI K MAaHu-
POBAHUIO CEMbMU U POXAEHWNIO OETEN, B OC-
HOBE KOTOPOro fiexat OCTaTo4Hble 3HaHUS
O CYWHOCTU TEXHONOrMM TFEHETUYECKOro
CKPVHUHrA.

BmecTe ¢ Tem, HECMOTPS Ha 3HAYNTENb-
Hble JOCTUXEHUS B 06/1acTUNPaBOBOro pe-
ryNMpoBaHnUsa TEeHETUYECKOrO0 CKPUHUHIa
npv NMHAOW ero BHeapeHWs B NOBCEAHEBHYIO
KJVHMYECKYIO NMPakTUKy, B HacTosiLiee Bpe-
mMsanepen Kntaem ctouTt psag BaXkHbIX 3agad
NMo KOMMJIEKCHOMY Pa3BUTUIO paccMmaTpuBa-
€MOW TEXHONOrn, B TOM YUCSIE N €€ 3aKOHO-
patenbHo 6asbl. Cpean JAaHHbIX 3apady
MOXHO BbIAENUTb ClenyoLme.

1. PacwwupeHne npakTukm nNpuMeHeHus
6ecnnaTHorogobpaYyHoro  reHeTU4eckoro
obcnenoBaHnsa rpaxaaH B LENsiX BbISBEHUS
pucka nepegaym TSXKeNbIX FTEHETUYECKMX 3a-
6oneBaHui OyayLLMM NOKONEHUSIM.

B codepe s3ppaBooxpaHeHus KHP cyuie-
CcTBYyeT ocob0oe HanpaB/iieHne — Tak Ha3blBa-
emMas «gobpayHasi»mMeauLmMHa, KoTopas Ha-
LesieHa HanoOCTOSIHHOE YiTy4dLlIeH e Ka4yecTsa
OpayHoi GepTUNbLHOCTM U KavyecTBa POX-
[EHHOro HaceneHus.

B cooTtBeTcTBUMM C nCbMOM HaumoHanb-
HOM KOMUCCUM 3ApaBooxpaHeHus KHP ot
06.05.2020 r.«O6 ycuneHun mpobpavyHOro
yxoga» fgobpayHas MeamuuHCKas NMOMOLLb
ABNSAETCA BaXHbIM KOMMOHEHTOM YCAyr Mo
OXpaHe 300pOBba MaTepu 1 pebeHka u yc-
Jyr Mo poxaeHunio pebeHka, a Takke npoee-
PEHHBLIMW Ha NPAKTMKE BaXHbIMW Mepamu rno
YKPEMMEHNIO PENPOAYKTUBHOIMO 340POBbS,
nPoduNakTUKe BPOXAEHHbIX AehEKTOB U
YAYYLLEHMIO Ka4yeCTBa POXAEHHOIo Hacene-
HWS, B TOM 4YKCe 3a CHET NMPOBEAEHUS TaK
Ha3bIBAEMOIr0 TFEHETUYECKOr0 CKPUHUHIa
«HOCUTENbCTBA» HACNEACTBEHHbLIX 3abone-
BaHuin [10].

2. dopmMunpoBaHMe eanHbix 6a3 gaHHbIX
pe3ynbTaTtoB reHETUYECKOr0O CKPUHWHIA Npu
MHA, B uenax goanbHEMWero Mcnonb3oBa-
HUS 9TOW MHPOPMaLUM ONS KOHCYNbTauun,
OVNarHOCTUKM 1 IeHeHns maTepu 1 pebeHka.

Takas HdopmMaLma JoKHa CTaTb OCHO-
BOV O/11 B3aMMOLEWNCTBUS C Pa3/IMyYHbIMU
TUnamm OaHHbIX O 340POBbE MaTEPU U pe-
OeHka, a Takke crnocobCcTBOBaTb CO34aHMI0
fonbLunx 6a3 JaHHbIX O 30,0POBLE U OOMEHY
aTuMK cBegeHnamm [12].

3. MlHnunmpoBaHme 1 nooLlipeHne npo-
BEOEHNS HOBbIX Hay4HbIX UCCNELOBaHUN B
cdhepe reHeTnyeckoro ckpuHuHra npuv MNHA.
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KunTarickne y4eHble akTMBHO 3aHMMaloT-
Cs nccnegoBaHWEM pPa3NYHbIX aCMEKTOB
reHeTM4ecKoro ckpuHuHra npu NMHA: nonck
Hanbonee TOYHbIX 1 Be30MacHbIX METOLOB
CKPUHWHIa, CO34aHuEe CUCTEMbI KOHTPONSA
€ro Ka4yecTBa, BHEAPEHVE NHANBUAYASIbHOMN
OMarHoCTU4eCckom nporpaMmma ansg KOHKpeT-
HOro naumeHTa, paspaboTka cTaHOapPTOB re-
HETNYECKOro KOHCY/IbTUPOBAHUSA U T.04.

PegynbraThl TakMx CCNea0BaHU CTaHO-
BATCSA NpeaMeToM Ansa obCyXaeHns B pam-
Kax Hay4HO-MNpeaCTaBUTENBCKUX MEPONPUSI-
TUI Pas3nUyHOro yposHs [15].

4. PazpaboTka cobcTBeHHOro o6opyao-
BaHVs 1 MaTepmnanos AJid NPOBEAEHNS TEHE-
TWUYECKOro ckpuHuHra B pamkax MNHA, 4to
3HAYNTENbHO CHU3UT 3aTpaThbl rocyaapcTea
Ha NOBCEAHEBHOE KIIMHUYECKOE WCMOJIb30-
BaHME OAHHOW TexHonoruu. MNpn aTom yxe
ceryac 0TMEYaeTCs 4TO CO3[aHHOe KuTal-
CKUMM unccrnepoBatensmu obopynoBaHue
011 CEKBEHUPOBAHUS FreHOMa MO MHOMMM
napamMeTpam npeBocxoamT uMnopTHoe [17].

5. PaspaboTka 3TMYeCKMX HOPM U CTaH-
0apToB B chepe reHeTUYECKOro CKPUHMHIA
npu MHA.

MpumeHeHne paccmaTpruBaeMon TEXHO-
JIOrUK COMPSIXKEHO C LIeNbIM PSAO0M Npobnem
3TUYECKOro XxapakTepa: BO3SMOXHOCTb MOJl-
HOro OTKa3a OT MPOAOJIKEHUS poaa BCnen-
CTBME YCTAHOBJIEHUS B XO4€ CKPUHUHIa Ha-
JINYNS FEHOB, CNOCOOHLIX BbI3BATL TAXEN0e
3aboneBaHne y NOTOMKOB; NpuHATME Bepe-
MEHHOWM >KEHLUMHOMN Ha OCHOBE [OaHHbIX
CKPUHWHIra  peleHnss O  npepbiBaHUm
6epeMeHHOCTN;BO3MOXHOCTb MCMONb30Ba-
HME NOJTyYEHHbIX CBEAEHUI 0N PeaakTupo-
BaHUsg reHomMma nnoga u T.4. Bcnencrteume ato-
ro B OCHOBE HOPMAaTUBHOIO PeryimpoBaHnsd
npouenypbl FEHETUYECKOrO CKPUHMHIA Npu
MHO [oOMKHBbI NexaTb 3TUYECKUE HOPMBbI,
npucyLme KUTanckomMy ooLLECTBY.

Mpn atom cnepyet ckasaTtb, 4TOo B KHP
cywiectsyeT KoMuteT no 3Tuke, KOTOPbIN
SIBNSIETCA HE3aBMCUMOWN OpraHm3auunii, co-
cTosILEeNn 13 crneumanncToB B obnactm me-
OVUVHBI, NpaBa 1 Apyrnx oTpacien Hayku, B
00653aHHOCTM KOTOPbIX BXOAUT MNpoOBepKa
3TUYHOCTU MPOTOKOSOB KJIIMHUYECKMX UCTIbI-
TaHuin, a Takke obecrneyeHne oOLLECTBEH-
HOM 6e30MacHOCTW, 300POBbS U 3aLUTHI
npae nauneHToB [7]. KoMuTeT no aTmke cos-
JaeTcs B Kaxaom pernoHe Kutasg m Haxo-
OVTCS NOA4 HaA30POM roCyaAapCTBEHHbIX Y4-
pexaeHuin 3gpaBooxpaHeHus. Kpome Toro,
B MocnegHee BpPeMS KMTaWckue uspatesb-
cTBa, Ny6NMKyoLLIMe CTaTbh O NPOBEAEHHbIX
KJTIMHUYECKUX WUCCNeaoBaHusxX, TpebyeT oT
MX aBTOPOB MOATBEPXOEHUSA cornacusi uc-
MbITYEMbIX HE TOJIbKO Ha NPOBEAEHNE MaHW-
nynaumMin, Ho U NyGMKaLUMio COOTBETCTBYIO-
wmx matepuanos [27].

6. Co3paHne Haanexalemn HOpMaTUBHO-
npaBoBoOW 6a3bl U MeEXaHM3Ma KOHTPONS ae-
ATENIbHOCTU YaCTHbIX MEeAMLNHCKUX OpraHu-
3auuii, NpegoCcTaBAsioWmMX YCAYrn no reHe-
TUYECKOMY CKpUHWHry B pamkax MHA.Mo
aprymMeHTMpoBaHHOMY MHEHMUIO psigancerne-
JoBaTenein, B HaCTosILLEE BPEMS KUTANCKNIA
OM3HEC reHeTUYecKoro TECTUPOBaAHUS, He-
CMOTPS Ha CTPEMUTENbHbI POCT, paboTaeT
B MpaBOBOM BaKyymMe, OCHOBbIBasICb Ha
npuHUMnax camoperynmposaHuna [19, 22].

7. bonee petanbHas HOPMaTMBHO-MNpa-
BOBas perfnameHTaums pasinyHblxX acnekToB
NPOBeAEHNSA TEHETUYECKOrO CKPUHUHIA Npu
MHA.

Tak, B MMCbME areHTCTBano oxpaHe 300-
pOBbsi MaTepu 1 pebeHka (BXOAUT B COCTaB
HaumoHanbHOM KOMMUCCUM 3OpaBOOXPaHe-
Hus) ot 25.11.2019 . «O6 ycuneHun npeHa-
TanbHOrO CKPUHWHIa WU OnUarHOCTUYECKOro
Hansopa 3a ceoboaHoi OHK nnona B nepu-
depunyeckort KpoBu BEPEMEHHbIX XEHLLNH»
COLEPXNTCS LLENbIN NepeYeHb NpaBui u Tpe-
6oBaHUIn, 06aA3aTenbHbIX OaA COoONMoaEeHUA
MEeONLMHCKMMU OpraHmM3auusMmm u Ux co-
TPyAHMKaMU, B pamkax NnpoBeaeHns reHeTun-
yeckoro ckpuHuHra npuv MNHA. K Him B YyacTt-
HOCTWN OTHOCUTCS: BO3/IOXEHNE OTBETCTBEH-
HOCTW 3a BECb KOMMJIEKC MEAMLMHCKNX YC-
JYT, CBA3AHHbIX C FTEHETUYECKNUM CKPUHWUHTOM
Ha MEOULMHCKYIO OpraHn3aumio; Heobxoam-
MOCTb COOTBETCTBUS MEANLMHCKOM OpraHn-
3auUunu psay KpUTepUeEB (Hanuune crneumarnb-
HOro o6opyaoBaHus, KBaNNMULUPOBAHHOIO
nepcoHana v gp.). Takke [aHHbIM akTOM
YCT@HaBAMBAIOTCA  [OOKYMEHTbl, KOTOpbIE
06a3aTenbHO 0POPMASATCA B CBSA3U C NPO-
BEOEHNEM TEeHETMYECKOr0 CKPUHWUHra: WH-
dopmMMpoBaHHOE corflacue, 3asdBka Ha Te-
CTupoBaHune, Gopma KIMHMYECKOrO oT4HeTa.

OTtoenbHO B paccMaTpuBaemMoM  akTe
0oroBapuBaloTCs BOMPOCbI TEHETUYECKOMN
KOHCYNbTaLuMm Kak Ao, Tak U nocne npoueay-
pbl FEHETUYECKOr0 CKPMHUHIA. B yacTHOCTN,
yKasblBA€TCS, 4TO MeaAULUUHCKME ydypexne-
HWA OOMKHbI crlefoBaTh NPUHUMNAM Meam-
LMHCKOW 3TUKW, yBaxaTb NpaBo GepeMeH-
HbIX XXEHLUMH Ha MHMOPMaLUMIO 1 NPaBo Bbl-
6opa NpPoBOAUTb KOHCYNbTaLMWU Nepef, Te-
cTupoBaHuem nnu HetT.CoaepxaHune nHdop-
MWPOBAHHOIO COrnacust A0JKHO ObITb Pasb-
SICHEHO 6epeMEHHbBIM XeHLMHaM 1 UX ce-
MbSIM BCECTOPOHHE 1 TOYHO, B TOM 4uUCSie B
OTHOLLEHMN KOHKPETHbIX 3ab0neBaHwnii, KO-
TOpble MOTyT ObITb ANArHOCTUPOBAHbI B pe-
3yfnbTaTe CKpPUHWHra. Takxe [OoJsixkHa ObiTb
pasbsiCHEHA  CYLHOCTb  FeHeTU4ecKoro
CKPUHWHIa C Hay4YHOW TOYKM 3PEHUS N YTO
CYLLEeCTBYeT oOnpefeneHHas BepPOATHOCTb
NOMYYEHUST  JIOXKHOMONOXUTENBHOMO  UN-
JNIOXXHOOTPULIATENBHOrOpEe3ybLTaTa Npu ero
npumeHeHuun [11].
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Takum 006pas3oM, MOXHO KOHCTaTMpPO-
BaTb, YTO COBPEMEHHOEe pykoBoacTtso KHP
NPOBOANT LLENIeHaNPaBAEHHYIO NOINTUKY MO
030POBJIEHNIO HACENIEHWS, Iae B KayecTBe
OOHOWN 13 NPUOPUTETHLIX 3a4a4 BbICTyNaeT
HE yBEJIMYEHNE YMCIEHHOCTM HAaceneHus, a
NOBbILLEHNE «Ka4eCTBa» HOBOPOXAEHHbIX (B
KOHTEKCTE COCTOSAHUSA 300P0BbS).

Oco3HaBasi,B 9TOMN CBSA3U, NO3UTMBHbIE
BO3SMOXHOCTN T'€HETUYECKOrO0 CKPUHUHIA
npw NMHZ, B 4acTX NOBbLILLEHMS OOLLLErO YPOB-
HS 3[,0POBbSA HaceneHns, rocyaapcTeo Npu-
HYMaeT [A0CTaTO4YHO MHOro ycwunuvin B pu-
HaHCOBOW, MPAaBOBOW, Hay4yHOW, couuasb-
HOM N NHBIX chepax AN ero LWMpoKoro BHe-
OPEeHUss B TMOBCELHEBHYIO KJIMHUYECKYIO
npakTuky.MNpyn 3TOM nNpuMevaTenbHo, YTO B
Kntae poctato4HO MHOIO BHUMAHUSA (B TOM
yucne Ha 3aKkoHO4ATE/IbHOM YPOBHE) yaerns-
eTcs BOMnpocaM MaHUpPOBaHUS CEMbU, B
CBSI3M C YEM pacCMaTpUBaAEMON MEeONLINH-
CKOW TEXHONIOrMEN MOryT BOCMNO/b30BaTLCH
napbl, eLle ToNbKO NIaHupYyoLWne BCTYNUTb
B OpayHble OTHOLLEHUS U POOUTL OeTEN.

leHeTnyecknii ckpuHuHr npu MNHA asng-
eTcsa 6ecnnaTtHbiM U O0CTYMNHbIM AN BCEX
CnoeB HaceneHus Kutasi, OH BXOOUT B CO-
CTaB MeAVLMHCKNX YCNyr, GUHAHCUPYEMBbIX
3a cyeT rocygapcTea. MIMeHHO 3Ty NpuHLUU-
Mbl, KaK Nokasas aHaan3 3aKOHOAATENbHOM
6a3bl reHeTUYecKoro ckpuHuHra npu MHA,
ABNSAOTCS CMCTEMOOOPA3YIOLLMMM B paMKax
ero npasoBoro perynuposaHuas KHP.INMomu-
MO HEero B paccmaTtpuBaemon cdepe gen-

CTBYET NPUHUMN 3alUTbl NEPCOHANbHbIX re-
HETUYECKNX OAHHbIX U IPUHLUMA HEOO0MYyCTU-
MOCTM WUCMOJIb30BaHNA Pe3ynbTaToB CKpU-
HVHra He B MEOVLIMHCKNX LEensx.

3akoHopaTenscTBy KHP B paccmartpusa-
emMon cdepe npucyLum Takme «CKBOSHbIE»
NMONOXeHNs KakK: AOOPOBOSIbLHOCTL YyHacTUSA B
reHeTN4eCKOM CKPUHUHIe; 0653aHHOCTb Op-
raHoOB BJIaCTM MO MPOBEAEHNS MPOCBETU-
TEeNbCKOW 1 nponaraHAMCcTKon paboTel cpe-
OV rpaxaaH, HanpasfieHHOM Ha GopMmpo-
BaHMe OTBETCTBEHHOIro OTHOLUEHWS K nna-
HMPOBAHMIO CEMbM U POXAEHUIO OETEN, B
OCHOBE KOTOPOro nexar A0CTaTO4YHbIe 3Ha-
HUS O CYLLIHOCTU TEXHOJIOMMU FEHETUYECKOIr0
CKPUHUHTA.

BmecTe ¢ TeM, HECMOTPS Ha 3HAYUTENb-
Hble ycrnexu B 0651acTu NpaBoOBOro perynm-
POBaHUS TEHETMHYECKOr0 CKPUHUHIa npu
MHO v ero BHegpeHUs B MNOBCEOAHEBHYIO
KJIMHWYECKYIO MPaKkTUKy, B HACTOsILLEE Bpe-
Manepen Kntaem ctout psan BakHbIX 3agady
Mo KOMMJIEKCHOMY Pa3BuUTUIO paccMaTpuBa-
€MOVi TEXHOSI0TN, B TOM YUCIE 1 €€ 3aKOHO-
naTenbHon 6a3bl. Mpy 3TOM OCHOBHOWM TeH-
OeHumen pa3sutua 3akoHogatenoctea KHP
B 00/1aCTV FEHETMYECKOr0 CKPUHWUHIA npu
MHAO asnsetca 6onee noapobHas perna-
MEHTaLUMS Pa3/INYHbIX aCMekTOB MPUMEHe-
HUS JaHHOM MEeOMUMHCKOW TEexHOoruu,
anoNIOXUTENbHbIN MPaBOTBOPHYECKNIM ONbIT
KHP B paccmaTpuBaemMoii cdepe, 6e3yc-
JIOBHO, He O0/XeH ocTaBaTbcs 6€3 BHUMa-
HUS1 OTEYECTBEHHOr0 3aKOHO4ATENS.
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NPABOBOE PErYJIMPOBAHME NPEHATAJILHOM
AUATHOCTUKM: ONbBIT KAHAADI'

Suvorov G.N., Medvedev M.V., Zenin S.S.

LEGAL REGULATION OF PRENATAL DIAGNOSIS:

CANADIAN EXPERIENCE:

B cratbe nccnenyrotcs npaBoBble acriekTbl BOMPOCOB PYHKLIMOHUPOBaHUS

MexaHu3Ma rpeHatasibHou AnarHoCcTvkm B KaHazae v npoLenypbl reHeTUYeCcKo-
ro TeCcTUPOBaHWS, COMPOBOXAAEMOU reHEeTU4ECKUM KOHCYJIbTUPOBAHUEMC
Y4EeTOM rocynapCTBEHHOIr0 YCTPOMCTBA, HaLMOHAa IbHbIX, STUHECKUX M UHBIX OT-

JINYNTEJIbHbBIX HepT.

KnioyeBbie cnoBa: npeHatasbHas AMarHocTuka KaHazel, rnpeHatanbHbIv
CKPUHUHI, FeHEeTUYEeCKOE TeCTUPOBAaHNE, KOH(PUAEHLNAIbHOCTb FTeHETUYECKUX
JaHHbIX, 3aLNTA OT FEHETUYECKOU ANCKPUMUHALINN.

The article examines the legal aspects of the functioning of the mechanism
of prenatal diagnosis in Canada and the genetic testing procedure, accompa-
nied by genetic counseling, taking into account the state structure, national,
ethical and other distinctive features.

Keywords: prenatal diagnosis of Canada, prenatal screening, genetic test-
ing, confidentiality of genetic data, protection against genetic discrimination.

AHanm3 onbiTa 3apybexHblXx CTpaH, B
yacTHocTu KaHagkl, B chepe npaBoBOro pe-
ryIMpoBaHMA NpeHaTanbHOW OUarHOCTUKM
(MHA), akTyaneH npexnae BCero noTomy, 4To
3TO ABYA3bI4HASA M MHOTOKYJIbTYpHasa CTpaHa
B KOTOPOW NMPOXWBAeT MHOXECTBO 3THUYE-
ckux rpynn. Benay aToro onbiT BHEApPeHus
rnpeHaTanbHOM AMarHOCTUKN B CUCTEMY
30paBOOXPAHEHNST MOXET ObITb MOSIE3eH
ona sammcTteoBaHua B Poccuiickoin Pepe-
pauunmn. Heckonbko cnoB 06 o6Lei xapakTe-
pucTrke PYHKLUNOHUPYIOLLIEN HA €ro Teppu-
TOpUK CUCTEMBI 34PaBOOXPaHEHNS U O ca-
MOM rocynapcTse.

KaHapa ssnsetcadenepaTBHOM napna-
MEHTCKOW MOHapxuen, obbeguHsiowein 60-
Niee ABYXCOT PasnnNyHbIX 3THUYECKUX Fpymnmn,
Kaxgas U3 KOTOPbIX UMEET CBOM A3blK, TEM
HE MeHee, opuuManbHbIMU A3bIKaMU SBJIS-
I0TCS @HMMNCKMA U dpaHLy3ckuin. Teppu-
Topusa rocygapcTtea nogeneHa Ha 10 npo-
BUHLMIA N 3 TEPPUTOPUN.

Cneundwuka sgpaBooxpaHeHnsa KaHagpl
chopmmpoBanachk nog, BAINSHMEM Hacneoms
ObIBLLMX €€ MeTPONonui - BenmkobputaHmm
n dpaHunn, n npeacrtasnseT coboi OByxy-
POBHEBYIO CUCTEMY C YETKO pa3rpaHnyeH-
HOI KOMMneTeHumen denepanbHOro U cyob-

€KTHOrO YPOBHSl, B 00MX0A4€e Ha3biBaeMylo
«Medicare».

lMpaBoBOE perynnpoBaHue 34paBooxpa-
HeHnsa Ha denepasbHOM YPOBHE OCYLLECT-
BnsieTca 3akOHOM O 3apaBooxpaHeHun Ka-
Hagpl 1984 ropa (CanadaHealthAct), nmeto-
LM OpraHn3auuioHHbIN XapakTep, B TOM
yncne,m B chepe peryampoBaHus BONPOCOB
durHaHCMpoBaHMs. 3aKOHOM YCTaHOBIEHbI
HauMOHaNbHble CTaHAApPTbl AN GopmMmpo-
BaHWS NPOBUHLMSAMU U TEPPUTOPUSIMIN COB-
CTBEHHbIX TEPPUTOPUANBbHBIX MAHOB Meau-
LIMHCKOro cTpaxoBaHus[1].

depepanbHoe npaBuTenbcTBo KaHagpl
yCTaHaBAMBAET 00LIME NPUHLMMLI QYHKLMO-
HUPOBAHUSI CUCTEMbI  34PABOOXPAHEHMS
CTpaHbl, NpefocTasnseT GUHAHCOBYIO NOA-
OepxKky crnyxbam 34paBOOXpaHEeHUs cyOb-
€KTOB, OCYLLECTBASIET NOLAAEPXKKY OKa3aHNS
YCNyr ONpefeNieHHbIM FpynnaM HaceneHus
(kopeHHble >xuTenu CeBepHOM AMepUKU,
VIHYUTbI, BOEHHOCY>XXaLMe 1 BETepaHbl, 3a-
KJIIOYEHHbIE N BEXEHLLbI).

Ha cybbekTHOM ypoBHe Medicare npo-
BUHUMANBbHBIE Y TEPPUTOPUANIBHBIE CITyXObl
30,paBOOXPaHEHNS HA OCHOBE KOHCY/IbTaLLMI
MECTHOro BpayebHOro 1 Hay4HOro coooblue-
cTBa GOPMUPYIOT OTBEYAIOLLME CTaHAapTam

' UccnenosaHune BbINOHEHO NPy hUHAHCOBOM noaaepxke Poccuninckoro doxaa dyHaaMeHTabHbIX Uccre-
nosaxuii (PO®DU) B pamkax Hay4yHoro npoekta N2 18-29-14061.

2 The reported study was funded by RFBR according to the research project N2 18-29-14061.

lMpobnemsbi npasa N° 3 (77)/2020

i
~

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

3akoHa 0 3apaBooxpaHeHun KaHagpinnaHsbl
MeONLMHCKOro CTpaxoBaHus, KOTOpblE CO-
nepxat nepevyeHb He0OXo0aUMbIX MeaULLMH-
CKMX YCNYI, MOKPbIBAEMbIX FOCYAAPCTBEH-
HbIM GUHAHCUPOBAHNEM.

MpaBoBoOe perynupoBaHve nabopaTo-
pUIA, OCYLLECTBASIOLLMX FEHETMYECKoe Te-
CTUPOBaHME, OTHOCUTCA K CYObEKTHOMY
YPOBHIO CUCTEMbI 34PABOOXPAHEHNS U NOA-
nagaeT nof NPOBUHUMANBHYIO IOPUCANKLNIO
[10].

Crtout oTmMeTuTb, 4TO Nopsiaka 70 npo-
LLEHTOB BCEX NPEefOoCTaBASEMbIX MEOULMH-
CKWUX YCIYT MOKPbIBAETCS rOCYAaPCTBEHHbLIM
CTPaxOBaHMEM, OCTaJibHble Xe Onfaynsa-
I0TCS 32 CHET YACTHOIO CTPaxoBaHMA N B3HO-
coB rpaxgaH [8]. HecmoTps Ha To, 4TO B NO-
cnepHee gecatunetve B Kanage Habnopa-
I0TCS NPOLECChl KOMMepYeckor nmbepanm-
3aumun 1 npmeatnsauum B cepe 30paBo0OX-
paHeHNs1, KOMMNETEHLMS MPpeHaTanbHOM Ana-
FHOCTUKN BCE e€lle MNO3ULMOHNPYETCA C
KOHUENUWM BbIABUXEHUS UHNLMATUB ObLLIe-
CTBEHHOI0 3paBOOXPaHEHMUS.

lMpeHaTanbHbIN CKPUHMHT B KaHaze npo-
Len OJIHHBIA NYTb Pa3BUTUS HApaay C 9BO-
noumen B3MMAO0B KAHAACKMX MeOVKOBHA
dakTopbl pyUcka ans Martepu n nnoga, ynb-
TPa3BYKOBOW TEXHOJIOMMEN N UCCNEea0BaHU-
€M reHoma 4enoseka. B HacTosLee Bpems
nauMeHTam [OCTYMHbl HECKOJSIbKO BapuaH-
TOB NPEHaTasbHOr0 CKPUHWHIa B MEPBOM WU
BTOPOM TpUMeCTpax 6epeMeHHOCTU, BKIO-
yas TECTbI, KOTOPbIE N3MEPSIOT BUOXMUNYe-
CKre MapKepbl B MAaTEPUHCKON CbIBOPOTKE,
dparmeHTsl NnaveHtapHon AHK n dpetans-
Hble MapKepbl, BbISIBIEHHbIE C MOMOLLbIO
yneTpassyka [11].

Bce atm ycnyrn, a Takke WHBA3WBHOE
npeHaTasbHOE rEeHeTMYeckoe TecTupoBa-
HVE MOKPbIBAIOTCS MiaHaMu MeaNLMHCKOro
CTpaxoBaHWSA BCEX MPOBUHLMA U TEPPUTO-
puin Kanagpl. [Npegnaraemble rocygap-
CTBEHHbIM 3OpPaBOOXPAaHEHVNEM BapuaHTbI
npeHaTanbHOM AMarHOCTUKMA MOryT 0BHapy-
XUTb BEPOSITHOCTb XPOMOCOMHbIX 1 CYOXpPO-
MOCOMHbIX 4e(DEKTOB 1 PACCTPONCTB, TaKMX
Kak npeaknamncusi, AedekToB 1 TPUCOMUU
OTKPbITbIX HEPBHLIX TPY6OK 21, 18 1 13.

Y70 Xe KacaeTCcs HEMHBA3WBHOIO NpeHa-
TanbHOro tectupoBaHus (NIPT), To Takas
ycnyra BKJIlOYEHA B MjaHbl MEOMUMHCKOIro
CTpaxoBaHus nNpoBuHUMA OHTapuo n bpu-
TaHckon Konymbum ans XeHwWuH, KoTopble
OblIN OTHECEHbI K rpynmne BbICOKOrO pucka
npy TPaaULMOHHOM MpeHaTa/lbHOM CKpu-
HUHre (B TOM YMCNE XEHLUMHbI, Y KOTOPbIX
eCTb OeTU C XPOMOCOMHOIM aHOManuem u
XEHLMHbI cTaplue copoka neT) [11]. Ha Tep-
PUTOPUU OCTasbHbIX MPOBUHLINI U TEPPUTO-
puin ycnyrn no npoeegeHuto NIPT okasbiBa-
I0OTCA Ha KOMMEPYECKOM OCHOBE, OAHako,

BOMPOC O BKJIIOYEHUW OAHHOW MEOVLMHCKOM
yCcnyru B rnnaHbl MeOuLMHCKOrO CTpaxoBa-
HUS CYyOLEKTOB HAXOAMTCS Ha CTaaUN aKTUB-
HOro 06CyXAeHUs B pernmoHasibHbIX NpaBu-
TenbCTBax.

B KaHaze nHoopmMmpoBaHHOe cornacue
aBnseTcs 00s3aTeflbHbIM 4S9 NOJlyYeHust
MEANLMHCKMXYCNYr 1 B LENOM noanagaet
noa nenctene obLero MeguUMHCKOro npa-
Ba [12].

B KaHagckoM 3akoHopatensctee 60sib-
LIO€ BHMMAHWE yOENSaeTCcs NpuHLUMnam KOH-
dnaeHumanbHocTn n 6opbbe C ANCKPUMU-
Haumeln BO BCEX ee MNPOSIBEHUNAX, KOTOPOe
pacrnpocTpaHseTcs Ha OOLLECTBEHHbIE W
npaBoOBbIE OTHOLLEHUS, CBSI3aHHbIE
C FEHETUYECKMM TECTUPOBAHUEM B pamKax
rnpeHaTanbHOM AMarHoCcTukM. Tak n. 3 4acTtu
| KaHapgckoro 3akoHa O npaBax 4enoBeka
1985 ropa 3akpenneH 3anpeT Ha nposBe-
HYE OMCKPUMWHALUU NO FEHETUYECKUM Xa-
pakTepucTukam. K 9ToMy OCHOBaHUIO TakxXe
OTHOCATCH 0TKa3 B MNPOBEAEHUN FeHeTu4e-
CKOro TecTta, 0TKa3 packpbITUS pe3ybTaToB
Takoro TecTa, a Takke 0TKa3 B MOJlyYeHumn
paspeLleHns Ha packpbiTye pe3ynsTaToB
reHeTnyeckoro tecrta [4].

3aKkoHOM O HeaMckpuMuHaumu B obna-
cTu reHeTnkn 2017 ropa sanpewjaeTcs Tpe-
6oBaTb OT YENIOBEKA MPOXOXAEHUS FreHeTU-
4eCKOro TeCTa WUan packpbITUS Pe3yNbTaToOB
YXXE MPONOEHHOr0 reHEeTUYECKOro Tecta B
KayecTBe YCNIOBUS MpPenoCTaB/IEHNS TOBa-
POB U1 YCNyr, 3aK/I04EHNS/NPONIOHraumn ao-
roBopa Wan cornalleHns, a Takxke BKYe-
HUS MPeSIOKEHU NNv yCIOBUIM B LOrOBOP
WM cornaleHne ¢ 3TuM nuom. 3anpet
pacnpocTpaHaeTcs 1 Ha 0TKas B NpeaoCcTaB-
JIEHNN TOBAPOB N YCAYT HAa STUX OCHOBAHUSIX.
Takxe 3anpellaeTcs OCyLlecTBNsaTb coop,
MCMNONb30BaHME U PACKPbITUE MOJTy4EHHOM
reHeTnyeckon nHdopmaumm nuua 6e3 ero
NUCbMEHHOIO cornacusi. 3a HapyLleHne 3a-
npeta 3aKkOHOM NMpeaycMOTPEHa yrosioBHaa
OTBETCTBEHHOCTb!:

— No 06BMHUTENBHOMY NPUIrOBOPY B BUOE
wTtpada B pasamepe He H6osiee 0gHOro MUJ-
nmona gonnapos CLUA n/vnn nuweHme cBo-
604bl Ha CPoOK 40 5 neT;

— Mo NPUroBopy cyaa B Buae wrpada B
pa3Mepe He Gofiee TPEXCOT ThicsaYy gonna-
poB CLLA n/unn nuweHne ceoboapl Ha CPOK
0o 12 mecsiues.

3aKkoH 0 HeauckpuMuHaumn B obnacTtu
rEHETUKN HE PacnpPOCTPaHAETCS Ha Bpayen,
dapmMaueBTOB WM APYrUxX MeaMUMHCKUX
pabOTHMKOB, KOTOPbIE NPEeaOCTaBNAAIOT Me-
OVLUMHCKWE yCnyrn. 3TO TakKe He OTHOCUTCS
K papmaLeBTUYECKNM NN HAYYHbIM UCChe-
[oBartensam, OEnCTBYIOWVM B X04€e UX UC-
cnepoBaHuii [13].

Tpynoson Kopekc KaHagbl 3anpeljaert
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pabotogaTtensm npuHyXaaTtb pPaboTHUKOB
NPOXoAMTb FEHETUYECKMEe TeCTbl, a Takxe
packpbiBaTb pe3yfbraTbl NPONAEHHOIO Te-
cTa (B TOM yncne u packpbiBatb MHPOPMa-
LMo 0 hakTe NPOXOXAEHUS PAOOTHNUKOM Te-
cTmpoBaHus). Pabotopatensam Takxe 3a-
NPEeLLEHO YBOJIbHATL, WTpadoBaTb UM oT-
CTpaHaTb OT paboThbl paboTHMKA NO BbilIey-
Ka3aHHbIM OCHOBaHUaM [14].

MpaBuna cbopa, 06paboTkM, XpaHEeHUs
NNYHOW MHbOpMaLMK, OCYLLECTBASIOLLNXCS
B FOCYOAPCTBEHHbIX YHYPEXAEHUSX, A TaKxKe
nopsaoK NPenoCcTaBfeHNs OocTyna K 9Ton
vHdopMauun perynmpyrotTcss 3akoHOM O
KoHpupeHumnansHocTtn 1985 ropa [2],Mono-
XXEHMEM O 3awuTe MNepCOoHaNbHbIX OaH-
HbiIx1978 ropga n lMpaBunamu KOHOUAEHUN-
anbHocTM 1983 roma. Camu npouecchkl c60-
pa, 06paboTKM, XPaHEHWS N PACKPbLITUSA Nep-
COHaJIbHbIX AAHHbIX BO3MOXHbI INLWb C MO-
Ny4eHns  MHMOOPMMPOBAHHOINO  cornacust
nMua, B OTHOLLIEHUN KOTOpOro 6yayT npouc-
XOAUTb OaHHbIE NPOLLECCHI.

3aKkOoH 0 3awuTe NMYHON MHDOoPMaLMN 1
9NeKTPOHHbIX okymeHToB 2000 ropa pery-
NMpyYeT npouecchl cbopa, obpaboTku, xpa-
HEHWS 1 PaCKpPbITUS NEPCOHaNbHbIX AAHHbIXC
MCMOJSIb30BaHNEM 3NIEKTPOHHbBIX TEXHONOMMIN
B YYPEXAEHUSX rOCYAAPCTBEHHOINO N 4acT-
HOrO CekTopa, Ha KOTopble HE pacnpocTpa-
HAeTcs OeincTtBve 3akoHa O KOHPUAOEHUMU-
anbHOCTW. 3aKoH 3akpennseT AedUHUTUB-
HYIO MHTEepnpeTauuio NOHATUS «JINYHON Me-
ONLUMHCKON MHpOopMaummn», KOTOPOEe BKIIO-
yaeT B cebsa nHpopmMauuo o 4enoBeke (Xu-
BOM WM YMEPLUEM) N €ro NCUXMYECKOM U
dnanyeckom 340poBbe, 0 NOOON MeaNLMH-
CKOW NOMOLLM, OKa3blBAEMOWN AaHHOMY NNLLY
1 MHpOpMaLMKM, NONYYEHHOW B paMkax rnpe-
[OCTaBNEHNsA eMY MEOVLIMHCKUX YCAyr (He-
3aBMCMMO OT CJTy4aliHOro Uan LefneHanpas-
JIEHHOro xapakTepa cbopa ykas3aHHOW WH-
dopmauum) [3].

Takxe 3TMM 3aKOHOM y4pexaeHa YeTkasi
pernameHTauns cbopa, MUCMosb30BaHUA U
pPacKpbITUS JINYHOM MEOULUMHCKON MHOP-
Mauum nuua 6e3 ero Begoma M cornacus.
OcHoBaHUAMN NS TakuUx OENCTBUIA, K Npu-
Mepy, MOryT BbICTyNaTtb: MHpOPMaLUS MO-
XeT OblTb MONE3HOM Mpu paccrenoBaHnun
HapyLleHns 3akoHogaTenbcTea KaHagpl nnm
€ee MNpPOBUHUMIA, a Takke WHOCTPaHHOMN
IOPUCANKLMN;UCMONb30BAHME C LENbIO NpU-
HATUSA MEep B Cllydae 4pe3BblYaiHOM cuTya-
LUMN, KOTOpasi yrpoxaeT XW3HU, 340PO0BbIO
nnn 6e30nacHOCTM YenoBeka; Ans OLEHKN,
006paboTkM N yperynmpoBaHuUs CTPaxoBOro
cnyyas (B pamkax nHdopmauum, yka3aHHoM
B 3asBIEHNM CBUOETENS) U T.4,.

3akoH O BCromorateflbHOM penpoayk-
umn 4venoeeka 2004 ropa perynupyeTt BO-
NnpoCbl NMPeaUMMIAHTALUMOHHON FeHeTnYe-

ckon gmnarHoctuku (MI4) v nposoarnawaeTt
pPAA 3TUYECKUX dyHAaMeHTabHbIX NMPUHLM-
rnoB B 9TOW cdepe:

— NP NCNOJSIb30BAHUM TEXHOIOTNIA BCMNO-
MoraTesbHOM  Penpoaykumn  4yenoseka
LOJDKHO YOEnaTbCa NMPUOPUTETHOE BHMMA-
HMEe 300POBbI0 W OGnaronony4Ynio OeTewn,
POXOEHHbIX B pe3yfibTaTe MUCMNofib30BaHUSA
OAHHOW TEXHOOIMNU;

—OCHOBHbIM YC/TOBMEM UCMOIb30BaHUSA
pPeENPOaYKTUBHbLIX TEXHOJIOMNI YeNoBeka siB-
NgeTcs NpUHLMN cBOOOAHOIO U 0OCO3HAHHO-
ro cornacus;

— HeponycTUMOCTb AUCKPUMMUHALMOH-
HbIX NPOSIB/IEHNI B OTHOLLEHUN NNLL, Xenato-
WMX NPONTK NpoLenypy BcrnomoraTesbHOn
penpoaykumu;

— MPUHATME HaAJIeXaLUMX Mep Mo 3am-
TE N YKPEMJIEHMIO 300P0BbSA, 6E30MacHOCTH,
[OCTOVHCTBA 1 NpaB YesioBeka Npu MCNosib-
30BaHUN PEnpPOaYKTUBHbLIX TEXHONOMMN N B
CONYTCTBYIOLVX NCCNEQOBAHUSX;

— TOProBns penpoayKTUBHbIMY BO3MOX-
HOCTSIMU XEHLUMH U MYXYUH U 3KcnyaTa-
uMs AeTemn, XeHLWH U My>X4YNH B KOMMepYe-
CKMX LENsX 3anpeLleHa B LENsX 3alnTbl Ye-
JIOBEYECKOr0 reHomMaun 3TMYeckux coobpa-
XeHun [3].

CornacHo 3akoHy O BcRomoraTesibHOMn
penpoaykuum yenoeeka aMOPUOHOM cUMTa-
€TCS 4YEeNOBEYECKUM OpraHm3m B TeYeHue
nepsbIx 56 gHeN ero pa3BuUTUS NOCE OMnyo-
LOOTBOPEHNS AN CO3OAHUS, UCKITOYas Jo-
60e BpeMmsi, B TEYEHME KOTOPOro ero pasBu-
Tue BbINI0 MPMOCTAHOBJIEHO, U BKJTIOYAET Jt0-
Oyl0 KNeTKy, MOJIYYeHHYI0 M3 Takoro opra-
HM3Ma, KOTopasi UCNOb3yeTcsa ANg co3na-
Hua yenoseka. Cenekuuys nona amoproHa, B
TOM 4Ymcne BCe NnpoLenypbl U AenCTBus, KO-
TOpble yBenM4aT BEPOATHOCTb KOHKpPEeTU3a-
uMn nona ambpuoHa, 3anpelleHa, 3a uc-
KJTIOYEHNEM Clly4aeBNpenoTBpaLLEHns ne-
penayn reHeTnyeckoro 3aboneBaHus.

lMnooom Xe cuyMTaeTcs 4YenoBeYeckui
OpraHv3M B Nepmnoa ero pasBuTua, Ha4YnHa-
lowmncs Ha 57-on oeHb Nnocne onaogoTBO-
peHns nnam co3gaHusd, ucknydas nboe
BPEMSI, B TEYEHME KOTOPOro ero pasButue
OblN10 NPMOCTAHOBEHO, 1 3aKaHYMBaOLLWIA-
csa npu poxaeHnn [5].

Bce reHeTtuyeckme UEHTPbl, MPOBOAS-
wme npoueaypy M4, ooMKHbI MMETb OCO-
Oylo nnueH3nio «AreHTcTBa Mno BCnomora-
TENbHOW penpoaykuum yenoseka» [9].

B KaHnage wwmpokoe pacnpocTpaHeHue
nosiyymna npakTuka reHeTUYeckoro KOH-
cynbTupoBaHus. KOHCYNbTaHT MO rEHETUKE B
6es3onacHo n koHduaeHUManbHOM obcTa-
HOBKE MNOAPOOHO pPa3bsCHAET HI0AHCbl U
TOHKOCTW KOHKPETHOro NpeacTosilero re-
HETNYECKOro TECTMPOBAHMA B pamMkax npe-
HaTaNbHOM [AMArHOCTUKM ONs MNOSy4YeHUs
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NosIHOro MHGOPMUPOBAHHOIO cornacusa 06-
cnegyemMmoro nuvua, obecneyvBaeT MHOOP-
MaLMOHHYIO, NCUXONOrMYEeCcKyd U 3MOLIMO-
HaslbHYIO MOAAEPXKY CEMelrHbIM napam u
XEHLUMHaM, B TOM 4ucne B rnpoLlecce o60-
CYXAEHUS pPe3ynbTaToB YXe MNPOMAEHHOro
TecTuposaHus [15].

KoHcynbTaHT No reHeTmnke 0Obl4HO UMeeT
cTerneHb Marnctpa B 061acTy reHeTU4YecKo-
rO KOHCY/IbTUPOBAHUS CO Cneumann3mpo-
BaHHOW MoAroToBKOW B 06/1aCTV MeaULMH-
CKOM TFEHETUKN W KOHCYNLTMPOBAHUSA, €ro
[eAaTenbHOCTb cepTuduumposaHa KaHag-
CKOW accoumaumnen reHeTUYeCKnUX KOHCY b-
TaHTOB UM AMEpPUKAHCKUM COBETOM reHe-
TUYECKMX KOHCYNbTauunii.lNo 3ameyaHnio He-
KOTOpPbIX aBTOPOB, B Bimxaiiee gecatune-
Tne B KaHage Ha3peBaeT HeobXOOMMOCTb
yBeNn4eHns NoaroToBKX CrneunanncToB no
OaHHOMY NPodUo B CBA3M C POCTOM YUC-
JIEHHOCTW HacefleHnsl, a TakxXe YCOBEepPLUEH-
CTBOBaHMe W agantauus yy4ebOHbIX MIaHOB
B COOTBETCTBUW C PA3BUTMEM HOBbIX TEXHO-
normin B 061acTu reHeTU4eckoro TecTMpo-
BaHusa [11].

C 2011 ropa B KaHage dyHKUmMoHMpyeT
HekoMMepyeckas opraHnsaumsa Genetics
Education Canada—-Knowledge Organization
(GEC-KO) npu noppepxke HdenapTtameHTa
reHeTuku Jetckon O6onbHULBLI BocTo4yHOro
OnTtapuo (CHEO), uenbto KOTOpoK aBnseTcs
MOBLILLEHNE FEHETUYECKON/TEHOMHOW rpa-
MOTHOCTU MEANUMHCKNX PabOTHNKOB B OH-
Tapuno. GEC-KO paspabatbiBaeT, cobupaer,
pacnpocTpaHaeT U OuUeHMBaeT reHeTuye-
ckue/reHoMHble obpasoBaTesibHble pecyp-
Cbl Ana ncnonb3oBaHusa B KaHage v 3a pybe-
KOM. ITOI Xe opraHn3aumen n3gaHa n Ha-
XOAUTCA B OTKPbITOM A0CTyrne 6poluopa B
¢dopMe BONPOCOB 1 OTBETOB O NMpeHaTaslb-
HOM CKpUHUHTre [19].

KomuteT reHeTnkn obLiecTBa akyLlepos
1 rmHexkonoros KaHaabl coBMecTHO ¢ KaHan-
CKMM KOMWUTETOM MEOULMHCKUX FEHETUKOB
no gopoaoBor amarHoctuke B 2017 roay
onyb1MKoBano PyKOBOACTBO MO MHpOpMa-
UMM O nMpeHaTasbHOM CKPUHWHIEe Ha aHey-
niaouamio nioaa, aHoManumm naona u Hebna-
ronpuaTHble mncxoabl 6epeMeHHocTu. Lle-
NblO0 JaHHOro PykoBOACTBa Obl1I0 0606WMTL
OOCTUXeHUs B 06nacTu npeHaTanbHOro
CKPUHWHIra ansi NocTaBLUMKOB YCNYr MO OX-
paHe MaTepUHCTBA, AaTb PEKOMEHZAUMN Mo
BHEOPEHMIO HOBbIX TEXHONOMNIA 1 06CYaUTb
BINSIHWE, KOTOPOE OHW MOryT OKasaTb Ha
npeHaTasbHOEe KOHCY/IbTUPOBAHUE, CKPU-
HWHT 1 ANArHOCTUKY B LLeSIOM. ABTOPbI AOKY-
MEHTa npennaralT NPoXoauTb NpeHaTanb-
HbI CKPUHUHI BCEM XEHLLMHaM 6e3 UCKIo-
YeHWi, naxe ecnu ero pesynbratbl He Mo-
B/INSIOT HA pPELLUEeHME NPOAoIKaTb UAn nNpe-
pbiBaTb 6epemMeHHOCTb [6]. KoTackaA. Tem

HE MEHee yKa3blBaeT Ha HEeCOOTBETCTBME
Mexnay 300pOBON U 9KOHOMUYECkn addek-
TUBHOM MeOVUMHCKOM MNpakTUKOW, CcCbina-
SICb Ha 34,paBYI0 MEOVLIVIHCKYIO MPaKTUKY OT-
Kasa OT TECTUPOBAHUS, B TOM YUCIIE N FTEHE-
TUYECKOr0o, EC/IN XEHLUMHA HE N3MEHUT pe-
LUeHNsa KacaTeflbHO CBoell 6epeMeHHOCTW.
VlccnepoBartenb NpMBOAMT B KQYECTBE AOKa-
3aTeNbCTBa CreayoLLyo cutyaumio: 26-net-
HSIS XXEHLLMHA pelunna NporTM TECT Ha Npe-
HaTasIbHbIA FEHETUYECKUI CKPUHUHTI, KOTO-
pbii Moka3an MOJIOKUTENbHbIN pe3ynbTaT
1:86, nocne 4yero XxeHlMHa peLlaeT noexaTb
3a 500 Muab oS KOHCyNbTauuu U NPONTU
aMHMOLIEHTES. B xooe KOHCynbTaumm cTaHo-
BUTCSI ACHbBIM, YTO XEHLUMHA HE HamMepeHa
npepbiBaTb 6EPEMEHHOCTL B Clly4Hae poxae-
HUA pebeHka C XPOMOCOMHO-FEHETUYECKN -
MU aHOManuamu. AKylLep pekoMeHayeT oT-
KasaTbCs OT MHBA3MBHOIro MeTOAa TECTUPO-
BaHVS B CBA3W C PUCKOM BbIKMABILLA, XEH-
LWu1Ha, cornacuBlINCb, efeT obpaTHO O0-
Mon. B ntore poxgaetcs 340poBasi 4EBOY-
ka. M3nuwHee ob6cnenoBaHue 0OOLLIOCH
CEMENHON Nape B HECKOJIbKO NMOTPaYE€HHbIX
OHEN N BECOMbIX (PUMHAHCOBbLIX 3aTpaT (Kak
CO CTOPOHbI CEMbW, TaK U CO CTOPOHbI CU-
CTEMbI 30PaBOOXPAHEHMST), @ TakKe NOCTO-
AAHHOro 6ecnokoMcTBa O 340POBbe MoAa
[16].

Xanpap X. v onpas Y., no3numoHnpyoT
B kayecTBe npobremMaTukm MNPOXOXAEHUS
npouenypbl NpeHaTanbHOro CKPUHUHIA BCEX
OepeMEHHbIX XEHLLUUH TOT akT, YTO CApOC
Ha MNPOXOXOEHNE TEeHETUYECKOrO KOHCYJlb-
TUPOBAHUSA HE MOXET ObITb YA0BIETBOPEH B
CBSI31 C OrPaHNYEHHOCTbLIO UMEIOLLMXCA pe-
CYpCOB B JaHHOW cdepe, a Takke 0O6beMm
MPOLEOYPNSKET HEMOMEPHbIM TPYy30M Ha
GUHAHCOBYIO CUCTEMY 34pPAaBOOXPaHEHUS
KaHapgbl. ccnepoBaTtenu nonaratoT, 4TO py-
TUHHOCTb 0083aTENbHOCTU AAHHOW npoLe-
OypbIB MEPCNEKTUBE MOXET PaspyLUNTb UH-
CTUTYT MHOPMMPOBAHHOIO Cornacus nmua,
MOCKOJIbKY XEHLLMHAMN 3TOT npouecc by-
0EeT BOCMPUHMMATBLCH KakK «eLle OOWH aHa-
3 kposu» [17].

OmMnupuyeckme uccneposanma  Cun-
kokC. nokazdanu, 4to Gnarogaps 6esonac-
HOCTW TecTa MpoLecc NoJly4eHnss cornacus
Ha NIPT (Bknoyas nucbMeHHOecornacue)
paccmaTpuBaeTCs B LEJIOM Kak MEHEE Bax-
HbI, YeM O/ MHBa3VBHOIO TECTUPOBAHUS,
nockonbky NIPTaBnseTcsa 6e3onacHbiM. 3TO
MOXET B A0JITOCPOYHOMNEPCNEKTVBE NOAO-
pBaTb OCO3HAHHOE MPUHATUE PELLUEHUN U
PENPOAYKTUBHYIO aBTOHOMMIO, MOCKOJbKY
XEHLMHbI, NX MAapTHEPbI MEVLIMHCKME pa-
OOTHNKM HE MOIYT yAensTb CTONbKO BHUMA-
HUS NOTEeHUWanbHbIM MOCNeacTBuaM 6e30-
MacHOro aHanms3a KpPOBMMNO CPaBHEHWUIO C
MHBa3MBHbIM TeCTOM. K TOMy e, eCTb HECO-
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CTbIKOBKM B BOCMPUSATUN Ha3HAYEHUsS WH-
bOpPMNPOBAHHOIO  COrnacus, MNOCKOJIbKY
XEHLWMHbI MOFyT paccMaTpuBaTb €ro Kak
MHCTPYMEHT, Npeasiaralolwyin 4onoHUTENb-
HYl0 MHPOPMaUMIO O TecTe, a Npodeccno-
HaJslbl MOTYT paccMaTpuBaTh €ro kak NpaBo-
BylO3aLLNTy, o0OecneymBaloLLy0 JOKYMEH-
TanbHOE cornacue WM Hecornacume XeHLm-
Hbl NPONTK TecCT. MiccnepoBarenu nonarator,
YTO MMCbMEHHOE MHPOPMUPOBAHHOE COrna-
cue OoMKHO OblTb 00s13aTeNbHbIM OS5 MPO-
xoxaeHns npouenypbl NIPT, nockonbky oHO
MO3BOJINT BbIOENNTb €ro N3 PYTUHHbIX aHa-
JIN30B KPOBU U CTUMYNMpOBaTb 6onee nosn-
Hoe obcyxaeHue ero nocnenctenii [18].

Takum 06pa3om, NpaBoOBOE perynMpoBa-
HUe npeHaTanbHOW amarHocTuku KaHage,
Ha Halw B3rNaA4, XapakTepusyeTcs npuopu-
TETHOCTbIO COBN0AEHMS NPaB 1 cBOOOL, Ye-
noeeka 1 obecrnevyeHneM KoHdUOeHUMANb-
HOCTUK Npouenypbl 1 060CHOBAHHOIO PABHO-
ro goctyna K Helt. lMpu aToM ocoboe BHUMa-
HWe yOenseTcsd MPEBEHTMBHOWM NOANTUKE
60pbObI C ANCKPUMUHALMOHHBIMY NPOsiBIE-
HUSMW HA OCHOBaHUM UHMOPMaUUKM, NOJy-
YEHHO B pe3ynbTaTe reHeTUYeCcKOoro TeCcTu-
poBaHus.
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KOHLIENTYAJIbHBIE NOAXOADbI

K UCNOJIb3OBAHMUIO PE3YJIbTATOB
FEHETUMECKMX UCCIIEROBAHUM B COEPE
JINMHOIO CTPAXOBAHMUA!

Suvorova E.I.

CONCEPTUAL APPROACHES TO USING
THE RESULTS OF GENETIC RESEARCH IN THE FIELD
OF PERSONAL INSURANCE:

JZocTynHocTb v Bbicokasi UHGpOPMaTUBHOCTb PE3YJIbTATOB FEeHETUYECKUX UC-
cn1en0BaHui TPEOYIOT OT 3aKOHOAATe 15 PeLLUEeHMs] BOMPOCOB O rNpeaesax nx uc-
roJs1b30BaHusI B PasinyHblx chepax 00LLEeCTBEHHOW XN3HWU, B TOM YUCAE Mpu
3akJ/II04YeHM JOrOBOPOB CTpaxoBaHus. Llensm ctpaxoBaHus B 60JbLLEN cTerne-
HUY OTBEYaET TapreTHOEe CEKBEHNPOBaHNE reHoMa, XoTs rnpuv MmyTauuu de novo,
BbisiBJIEHME 3200/1€BaHVsi BO3MOXHO TOJIbKO MNPy NMPOBEAEHNN IK30MHOIO CEeK-
BEHUPOBAHYIS.

lMpoBeneHHoOe vccaenoBaHue rNo3BoJINAO CAeslaTk BbIBOA O HEOOXOANMO-
CTY HOPMATMBHOIO MPaBOBOIro PEryanpoBaHmns BOMPOCOB UCI0/Ib30BaHUs pe-
3Yy/IbTaTOB FEHETUHECKUX NCCAEN0BaHWI MPU OCYLLECTBIEHUN JINYHOro CTpa-
XoBaHwusl. [lpu aTOM crieayeT NCXoanTb U3 anddepeHUnpPoBaHHOro noaxona K
ANarHOCTUYECKUM 1 MPOrHOCTUYECKVIM TECTaM, PacrpOCTPaHssi OrpaHn4eHus
TOJIbKO Ha MocJ/ienHNe; BO3MOXHOCTY perjiaMeHTaumm 3TUX OTHOLUEHWI Ha
YPOBHE CaMOPeErynpoBaHuns Npu KOHTPOJIE KIIIOYEBbIX MO3NLMI CO CTOPOHbI
LleHTpanbHoro 6aHka P® kak perynsitopa pbiHKa CTPaxoBbIX YCAYr; AOMYCTU-
MOCTU MCIOJIb30BaHWSI PE3yJIbTaTOB NEeHETUYECKOro TECTUPOBaHus B cepe
Z00POBOJILHOrO JINYHOr0 CTPaxoBaHWs B Cry4ae: 3ak/lo4eHust 4oroBopa Ha
CYMMY BbILLE YCTaHOBJIEHHbIX MPEAEN0B; HEOOX0ANMOCTY OMPOBEPXKEHUS Ce-
MeViHOro aHamHe3a C LieJibio BbipaboTku 6osiee 61aronpusiTHbIX YC/10BUi cTpa-
XOBaHWS NPy HaMyYmuy COOTBETCTBYIOLLErO BOJIEU3BLSBIEHUS CTPaxoBaTesis;
Lenecoobpal3HocTu co3aaHus buobaHka AaHHbIX B TOM YUC/E C Lesbio obe-
Crey4yeHnsi BO3MOXHOCTU [JOCTYra CTPaxoBLUMKOB K 06€3/IM4eHHOM cTaTucTnye-
cKov HopMaLmun. B To xe BpeMs Heslb35 He Mpu3HaTh, 4TO BO MHOIMMX acrek-
Tax OTCyTCTBME AOCTyra K reHeTUYECKUM AaHHbIM Br1OJIHE KOMIMNEHCUPYETCS
TPAANLIMOHHBIMY aKTyapHbIMU METOANKAMU.

KnioyeBble cnoBa: rnporHoCTUYECKNE TECThI, CTpaxoBaHue, 6MobaHK, He-
ANCKPUMUHALNS, «MPaBo Ha HE3HAHNE».

The availability and high information content of the results of genetic re-
search require the legislator to decide on the limits of their use in various
spheres of public life, including when concluding insurance contracts. Targeted
genome sequencing is more appropriate for insurance purposes, although for
de novo mutations, disease detection is only possible when exomic sequencing
is performed.

The research made it possible to conclude that there is a need for regula-
tory regulation of the use of genetic research results in the implementation of
personal insurance. At the same time, we should proceed from: a differentiated
approach to diagnostic and predictive tests, extending restrictions only to the
latter; the possibility of regulating these relations at the level of self-regulation

' WccnenoBanuve BLINMOMHEHO Npu GUHAHCOBO noaaepkke Poccuitckoro poraa GpyHaaMeHTanbHbIX Uccne-
nosaHuii (PODU) B pamkax Hay4yHoro npoekta N2 18-29-14056

2 The reported study was funded by RFBR according to the research project N2 18-29-14056
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while controlling key positions by the Central Bank of the Russian Federation as
the regulator of the insurance market; the permissibility of the use of genetic
testing results in the sphere of voluntary personal insurance in case of a con-
tract for the amount above the established limits; the necessity of refutation is a
family history in order to develop a more favorable terms of insurance with the
appropriate will of the insured; the feasibility of establishing a Biobank data in-
cluding the purpose of ensuring the access of insurers to the impersonal statis-
tical information. At the same time, it is true that in many aspects the lack of
access to genetic data is fully compensated for by traditional actuarial meth-

ods.

Keywords: predictive tests, insurance, biobank, non-discrimination, “right

to ignorance».

Mpwn ocyLLECTBNEHNM IMYHOIO CTPaxoBa-
HUS BbiiBNEHNE (akTOpPOB, BAVSIOWNX Ha
BEPOSATHOCTb HACTYMNJIEHNSA CTPaxOBOro Ciy-
Yyasi, ABNSIeTCA Cepbe3Hol Npobnemoii, Ko-
Topasi POCCUNCKUMN CTPaxOBLUMKAMU B Ha-
cTosiLiee BpPeEMS NMPENMYLLLECTBEHHO peLla-
€TCS Ha OCHOBE CTAaTUCTUYECKMX nokasaTte-
neil N aHanuMsa OaHHbIX, NpeacTaBfIeHHbIX
CTpaxoBaTefsieM B 3asiBNIEHUM Ha CTpaxoBa-
HVE N/ aHKeTe, NHOrAa 3aTparmBaloLLen
ceMelHbli aHaMHe3. B 3apybexHol npak-
TUKE BCe Yalle NOAHMMAETCS BONPOC O pac-
LUINPEHNN MCTOYHUKOB MOJly4eHUs Heobxo-
ONMOW MHPOPMaLMKM, B TOM YUCNE FeHETU-
4YeCKOW, YeMy B 3HA4YUTENbHOW Mepe Cro-
COOCTBYIOT TEMIMbI PA3BUTUS HAYKN, NO3BO-
NFoLLen nonyyatb paHee HeAoCTYMHYIO UH-
dopmMaumo NPOrHOCTUHECKOr0 XapakTepa.

Jonroe Bpems OOBLEKTUBHBIM MPENsT-
cTBMEM A1 9Toro Oblna AOpPOroBU3HA Mo-
nOOHbIX nccnenoBaHuii. OaHaKo MCMNOb3Y-
eMble METOOVKM NMOCTOSAHHO COBEPLUEHCTBY-
I0TCSl, Y4TO CMOCOOCTBYET CYyLLECTBEHHOMY
CHUXEHUIO NX CTOMMOCTU. [TOBOPOTHBLIM MO-
MEHTOM CcTana npakTuka WCnosb30BaHUS
nnatopM CEKBEHUPOBAHUS «BTOPOr0O Mo-
konenus» (NGS), cmeHuBLUIAS MeTOOUKY
CeHrepa, MO3BONSBLUYID OAHOBPEMEHHO
CEeKBEHMPOBaTb TOJILKO OAUH dparMeHT
OHK. NGS packpbiBaeT nocnenoBaTtesibHO-
CTW OT COTEH A0 TbICAY reHOB 1N obnactemn
reHoB OJHOBPEeMeHHO, obecneynBas NnoBbl-
LUEHHYIO YYBCTBUTEJIbHOCTb K PEOKUM KOM-
6MHaUVAM reHOB, NOBbILLEHWE CKOPOCTN 00-
paboTkm 6onblUMX 0O0bEMOB AAHHbIX, KOM-
naekcHoe reHomHoe nokpbitne [1]. MNocne-
OYIOLLEE CHUXKEHME 3aTpaT Ha OCYLLLECTBNE-
HVE uccnenoBaHWii U MOBLILWEHNE [OCTO-
BEPHOCTW NOJSyYaeMbIX pe3yfibTaTOB CBA3bI-
BAeTCsA C TEXHONIOMNSMM TPETbEero rnokone-
HUS, K YUCNY KOTOPbIX OTHOCATCS: «tSMS»
(true Single Molecule Sequencing — TeXHO-
NIOrNsi CEKBEHUPOBAHUS OOHOM MONEKYbl;
«SMRT» (Single Molecule RealTime — cekse-
HUPOBaHME eAMHUYHBLIX MOMEeKyNn B peasb-
HOM BPEMEHN); nanopore sequencing (cek-
BEHMpPOBaHMe Yyepes3 HaHonops.l) [2].

Ecnu oueHnBaTb NPUHLMNUANBLHYIO BO3-

MOXHOCTb MCMNOIb30BaHNS PE3YNbTaToB re-
HETUYECKNX TECTOB /1S LEefer cTpaxoBa-
HUS, HEeoOXoOMMO y4uTbiBaTb, 4TO CTOW-
MOCTb WCCNeAoBaHUs KOpPpenupyeTcsa C
06bEMOM NOJTy4aeMon MHpopMaLmu, B CUy
yero ocoboe 3Ha4veHune npruobpeTaeT onpe-
peneHve ¢opmara reHeTM4eckoro uccne-
[OBaHNSA, KOTOPbIM MOXeT ObiTb CBSAI3aH C
CEKBEHVIPOBAHVEM MaHENN FrEHOB, CEKBEHN -
pPOBaHMEM 3K30Ma N CEKBEHMPOBAHMEM re-
Homa. Hanbonee nHdoOpMaTUBHbLIM ABASET-
CS1 NONHOreHOMHbI aHanm3 (WGS), KoTopbIi
3aTparmBaeT ydacTku, O0OblYHO BbiNagato-
Lme 13 nonsi 3peHns CneunanncTos, B CUy
4ero nNpu HeKOTOpbIX BUAax 3aboneBaHUin
(Hanpumep, Ty6EePO3HbIA CKIIEPO3 NN CUH-
Apom AnbrnopTta) emMy HET NOJIHOLEHHOM anb-
TepHatmebl [3]. OgHako 3aTtpaTtbl HA HEro B
Poccun coctaat ot 99 no 120 Teicay py-
6nen, a peaynbtaTbl OyayT NOSyYeHbl B CPOK
ot 72 po 130 gHeti [4,5,6]. NMonHoe cekBeEHN-
pOBaHKME 9K30Ma, 3aKJ1I0HaIOLLEECH B CHUTI-
BaHUM KOOMPYIOLWEN MOCneaoBaTenbHOCTU
BCEX F'EHOB C MocenylowmnmMm nsbupatenb-
HbIM aHa/IM30M B OTHOLUEHUN KOHKPETHOrO
Habopa reHoB, onpenensemMoro npoeepse-
MbIM AMArHO30M, npuadHaeTca addekTmB-
HbIM AN OWarHOCTUKM HacneaCTBEHHbIX
OMyX0JIEBbIX CMHOPOMOB, SHAOKPUHOMNATUNA,
HEBPOJIOrMYecknx 3aboneBaHnn n NepBuY-
HbIX UMMyHOAEDUUMTOB. ITO mMccneposa-
Hue B 1,5-2 pasa MmeHee 3aTpaTHO, HO TakxXe
3aHumaeT ot 90 no 130 gHen [7,8,9].

B cuny 3TOro B KJAMHUYECKON NpakTuke
NPUOPUTET OTAAETCS TApPreTHOMY CEKBEHU-
poBaHUIO (NOCPEACTBOM CEKBEHMPOBAHUSA
reHHbIX naHenen, cekseHmpoBaHusa PHK n
ap.). MNepcnekTnBHbiIM METOAOM MCCNeno-
BaHWSl, MMEIOLLMM MHOXECTBO Moamduka-
umni (PLAC-seq, Nano-ChIP-seq, ChlIP-exo,
ChlIP-nexus, CLIP-seq n gop.), aBngercs uc-
nons3oBaHne OHK-6uoumnos (OHK-4nnos,
PHK-4nnoB, 6enkoBbIX N KNETOYHbIX MUKPO-
4YMNOB), MNO3BONFAILWMX OAHOBPEMEHHO OCY-
LWECTBIATbL MHOronapamMeTpuyeckuini  aHa-
N3 3HAYUTENIBHOIO YMcna reHoB (6enkoB 1
Opyrmux cybCcTaHuMin), UCMonb3yst CPaBHU-
TENbHO HEBOSbLLIOE KOMNYECTBO UCXOOHOIO
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maTepnanal[10]. Mpu 3TOM €ro CToMMOCTb B
pasbl HMXKE LLeHbI MOJITHOFEHOMHOIO M NMOJIHO-
9K30MHOI0 CEKBEHUPOBaHWSA, 4TO obecne-
YMBaeT BO3MOXHOCTb MacCOBOro BHeape-
HUS ONS OUEHKM MHOMOYMCIIEHHbIX akTo-
poB, 0OYCNOBAMBAOLWMX NPEAPACMNONIOXKEH-
HOCTb K psay MynbTUdAKTOPHbIX 3abofeBa-
HUI (apTepuanbHON FMNEepPTEeH3n, OCTeo-
nopo3sa, 6poHxmanbHoM acTMbl 1 np.). OgHa-
KO 9TO He peLunT Bcex Npobnem, 0COOEHHO B
cny4yasix, korga reHeTuyeckme 3aboneBaHus
BO3HMKAIOT BCNeACTBME MyTaumin de novo,
npencTaBnsiowmx coboii HacneacTBEHHbIE
nedekTbl, BO3HMKAIOLLME BCNEACTBNE ecTe-
CTBEHHOr0 MyTareHesa HernocpeacTBEHHO Y
pebeHka, BbISIBIEHME KOTOPbIX BO3MOXHO
TOJIbKO MPW NMPOBEOEHUN 3K3OMHOIO CekBe-
HMPOBaHMS Kak y pebeHka, Tak 1 ero pogu-
Tenemn.

Kpome Toro, HecMoTpsi Ha 6 NbLUYIO WH-
dopMaTUBHOCTL, Pe3ysibTaTbl FEHETUYECKMNX
TECTOB HE MMEIOT CYLLECTBEHHbIX MPENMY-
LLLECTB C TOYKWN 3PEHNS COBEPLUEHCTBOBAHUSA
KayecTBa MPOrHO30B PasBUTUS MHOrodak-
TOPHbIX 3a00s1IEBAHNIA MO CPABHEHUIO C Tpa-
OVUMOHHBIMN MeToamkamu. BmecTte ¢ Tem,
PUCKN CTPaxOBLUMKOB OTHACTU MOTyT ObITb
HMBENVPOBaHbI MO Mepe PacLUMPEHNS Npak-
TUKW FTEHETUYECKOr0 TECTUPOBAHUS, NMPUBO-
oawen K GopMMPOBaHUIO HEKOW obLen
KapTUHbI B OTHOLLEHMM COOTBETCTBYIOLLEN
nonynsumn nocpencTtsoM GopmMMpoBaHnNS
OunobaHka OaHHbIX, KOTOpas MO3BOJIUT, He
obpalasacb K NepcoHaNbHbIM AAHHbBIM, UC-
noJib3oBaTb CTAaTUCTMYECKNE 3aKOHOMEPHO-
CTUW ANS aKTyapHbIX pacyeToB. 3TO, NOMUMO
npoyero, NO3BONSIET PELLNTL NPOOIEMbI HE-
OMCKPUMUHAUMM N oBecnevyeHns 3alnTbl
NMepCcoHasbHbIX AAHHbIX, COCTABNAOLWMX Ce-
pPbEe3HY0 3TUYeCcKyo NpodaemMy Npu NCMNosb-
30BaHNWN FrEHETMHECKMX AaHHbIX B CTpaxoBa-
HUWN.

OcTpoTa aToi npobnembl B cTpaHax C
PasBUTbIMU PbIHKAMM IMYHOIO CTPaxXoBaHNUS
notpeboBana COOTBETCTBYIOLWEN peakumm
3akoHoZaTensd, XoTa eauHOro noaxona kK ee
PELLEHUIO HE CNOXMIIOCL. B ogHMX cnyyasx,
peyb naetT o6 ycTaHOBNEHUM 3anpeTa Auc-
KPUMUHAUMM MO NPU3HaKy reHeTUYECKNX Xa-
PakTEPUCTUK B KOHTEKCTE OOLLMX MosioxXe-
HMIA 3aKOHOOATENbCTBA O NpaBax YyenoBeka
(CLLA), B opyrux, 0 co3gaHum cneumanbHbixX
npeanucaHnii onst CTPaxoBbiX KOMMAHUNA,
KOTOPbLIM B TOM YuUCIle C NO3NUUM BUOSTUKU,
MOXET ObITb 3anpeLleHo TpeboBaTb OT CTpa-
XOBaTens MpoBeAEHUs FeHEeTUYeckoro Te-
CTUPOBaHUS UKW NPefoCTaBIEHNS Pe3Y/lb-
TaTtoB npegbiaywmx tectos(AscTpus, Hop-
Berus, @paHums), B TOM YnClie B KOHTEKCTe
OXpaHbl MpaB Ha 3aluTy MNepcoHasbHbIX
naHHbix TpeTbux nuvy, (Mcnanua, MNopTtyra-
ns).

B TO e BpeMsl B HEKOTOPbIX OPUCOAMKLUM-
X peannadyeTtcs bonee rmbknin Nnoaxon, rae,
npu obLiemM 3anpeTe Ha 3anpoc pesynbra-
TOB MEHETMYECKUX TECTOB U NOOYXAeHue K
€ro NPOX0OXAEHWIO, ANS 3aWMTbl UHTEPECOB
CTPaxoBLUMKOB OroBapmMBaeTCHd, 4TO 3Tu
npasuia He PacnpOCTPaHSAIOTCS Ha cly4aun
CTpaxoBaHMA XN3HW, CTPaxOBaHUSA Ha Chy-
yar MHBaANVUOHOCTM (B TOM YMCIE HA NMPOU3-
BOLCTBE) M CTpaxoBaHMEe Ha Cly4yan Onau-
TeNbHOro yxo4a, ecnu pa3mep npegnonara-
€MOM BbINaThbl NPEBbLILLIAET YCTAHOBNIEHHbIE
npenensl  (ABcTpanusa, BenukobputaHus,
®PT). B 10 e Bpems 3akoHogaTes/lb MOXET
NnonTn OT oBpaTHoro, ornpenenve obCTOS-
TeNbCTBa, MPW KOTOPbIX CTPAXOBLUMK He
BMpaBe noJiy4atb 1 MCMNOJIb30BaTb YXE NMe-
loLmecs pesynbratbl FEHETUYECKOro TECTU-
pPOBaHWs1, B TOM YMC/E HE3ABUCKMO CTPaxo-
BOW cyMMmbl. Kak npaBuio, peyb NOeT o Chy-
yasix 0b6a3aTenbHOro cTpaxosaHus. Tak, no-
noxexuss ®epepanbHoro 3akoHa LlBeliua-
pun «O reHeTM4eckoM aHanuse YesoBeka»
(LAGH) 2018 roga [11], cornacHo KOTOpbIM
CTPaxoBLUMK He BrpaBe noJjiydyaTb U UCMOJb-
30BaTb YXe MMeoLLMecs pesynbTaTthl reHe-
TUYECKOro TECTMPOBAHUS, ECNN PEYb UAET O
coumanbHOM CTpaxoBaHuM, OOYCNOBJEHbI
HEeoOX0OVMOCTbI0 00A3aTeNbHOr0 CTPaxo-
BaHMA B OTAENbHbIX cdepax npodeccuo-
HaNbHOM OeATeNbHOCTU NGO CBSI3aHbl CO
CTpaxoBaHMEM 00S3aHHOCTM BbiNaunBaTb
3apaboTHyO NnaTty B ciydyae 60ne3Hn nnm
MaTepuHCcTBa.

Momnmo atoro, B ABCTpanum n Benuvko-
OpuUTaHuUM cTpaxoBaTensaM npeaocTaBnseT-
CS1 BOBMOXHOCTb B/IMATb HA YCNOBUS U Xa-
pakTep Mcnosb3oBaHns nHdopmaumm ob nx
300POBbE, B TOM YMCIE NPEeOCTaBNATb AaH-
Hbleé FreHeTUYECKNX TECTOB A1 UCKIIOYEHUS
HeraTuBHOro ¢dakTopa, BbITEKAKOLWEro u3
CeMelrHOro aHamHesa.

Becbma cneunduryHag npaktmka peanv-
3yeTcs B N3paune, roe ¢ 2006 roga dopmun-
pyeTcs HaumoHaslbHasi reHetTudeckas 0asa
JaHHbIX, NOJly4aeMbIX B pegyfbraTte uccrne-
[OBaHNI, MPOBOAVIMbIX B paMKax peannsye-
mor ¢ 1980 ropa HaunoHanbHOM nporpam-
Mbl MO BbISIBIEHWNIO U NMPOMUIAKTUKE BPOX-
OeHHbIx gedekToB. OHa BKIOYAET KpaTkue
KNuHnyeckne pesiome, anddepeHumpye-
Mbl€ B OTHOLUEHUU pPasHbIX HaLMOHAJIbHbIX
06LWNH (eBpeun-allkeHasun; eBpeun, nogpas-
Jensemble N0 CTpaHe NPOUCXOXAEHUS, MY-
cynbMaHe-6eayuHbl U MyCyfibMaHe - He 6e-
OyviHbl). M yanTbIBas, 4TO 3aKOHOAATENbHbIN
3anpeT YCTaHOBMIEH TOJIbKO B OTHOLLUEHUMU
MOEHTUDUNLMPOBAHHON FEHETUYECKON WH-
dopmaumm, npegnonaraeTcs, 4To ajig cTpa-
XOBLMKA HE WCK/IYaeTCsl BO3MOXHOCTb
pacyeTa pycka Ha OCHOBE FreHETUYECKOM xa-
PakTEPUCTUKN  OTAENbHOM  MOMynsumu,
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npeacTaBUTENEM KOTOPOK saBnsieTcs obpa-
TuBweecs nuuoe [12]. Ecnn npegnonaraercs
3aKk/Il04EeHME A0rOBOPA CTPAXOBAHUS XU3HU,
300POBbS, BKJOYAS PUCK HACTYMIEHUS UH-
BaSIMOHOCTM HA CYMMY, MPEBbILLAIOLLYIO pPa3-
Mep, YCTaHOBJIEHHbIN MunHUCTEPCTBOM DU-
HaHcoB Ansa noboro NoaobHOro crTpaxosa-
HUS, CTPaxOBLLMKY NPeaoCTaBnseTcs NpaBo
nonyynTb OT 3asBuTensa uHdbopmaumio o
MPOXOXAEHNUN FeHeTMYeckoro obcneaosa-
HUS No noBoay 3abosieBaHniA, NepevyeHb Ko-
Topbix onpenenset MMHMCTEPCTBO 34paBo-
OXpaHeHUs1 B TeYeHue Tpex NEeT, npealue-
CTBYIOLIMX MOJa4Ye TaKkoro 3asB/IEHUS Ha
CTpaxoBaHue.

Cnepnyet OTMETUTb, 4TO BrobaHKM, OXBa-
ThiBaKOLME HaLMOHaNbHble KOoropTel B Ce-
BepHo Amepuke, EBpone v A3umn, co3gatoT-
CS1 U B OpYyrux rocyngapcTBax, Nno3Bosiss Bbl-
SBUTb OTAESNIbHbIE CTATUCTUYECKNE 3aKOHO-
MEPHOCTU, 3HAYNMBbIE C TOYKU 3PEHUS CTpa-
xoBaHusa. Ocoboe 3HauyeHue npuaaeTcs
BputaHckomy 6nobaHky, npeacTaBnsioLLe-
My COOOW HaUMOHaNbHLIA 1 MexayHapoa-
HbIl PECYPC, M3HaYalbHO CO3aHHbIN C Le-
b0 yNy4ylleHns npodunakTukm1, auarHo-
CTVKM W JIEYEeHMS LIMPOKOro cnekTpa ce-
pbEe3HbIX M ONacHbIX ANs XWU3H1 3abonesa-
HU, BKJOYas pak, cepaedvHble 3aboneBa-
HUS, UHCYNLT, AnabeT, apTPUT, OCTEONopo3,
rnasHble pacCTPOMNCTBA, Aenpeccuio n Gop-
Mbl OeMeHuun. boratein deHoTunnyeckni
OXBaT Pa3/INyHbIX FPyMNn HaceneHns Nno3Bo-
NN YyCTAHOBUTb OTHOCUTESIbHO OOCTOBEP-
Hble B3aMMOCBSA3M MexXAay OTAEesNbHbIMU na-
TOJIOTMYECKMMUM COCTOSTHUSIMUA U PUCKOM
pPasBUTUSA KOHKPETHOrO 3ab0sieBaHUSA, CO3-
naB npeanocbiiky ana o6obLLaloLLen oueH-
KM 3HAYMMOCTU FEHETUYECKUX N HEreHeTu-
yecknx ¢akTopoB pucka. Kak npeacrans-
eTcsl, NOA0OHbIN OMbIT 3aCNYXMBAET BHUMA-
HUS, NOCKOJIbKY NO3BoNsAeT nsbexarb MHO-
rMX 3TUYECKUX NPoBeM, BOSHUKAIOLMX NPU
peLleHnn Bonpoca 0 BO3MOXHOCTU UCMOJIb-
30BaHUS reHeTnyeckon uHdopmaumn npu
OCYLUECTBIEHNN JINYHOIO CTPaxXOBaHUS.

B uenom, aHanu3 3apybexHOro 3akoHo-
[aTtenbCcTBa nokas3blBaeT Lenecoobpas-
HOCTb PErynmMpoBaHns BONPOCOB NCMOMb30-
BaHWS Pe3yNbTaTOB FrEHETUYECKNX UCCNEeno-
BaHWM B CTpaxoBaHWW, YTO OTBEYaeT UHTe-
pecam 006eunx CTOPOH, YCTPaHSAS MpaBOBYIO
HeonpeneneHHoCTb, OCOBEHHO B YCIOBUSX
pa3BUTUA 3aKOHOA4ATENLCTBA O 3aLnUTe Nep-
COHaNbHbIX OaHHbIX. [py 9TOM Henb3s He
OTMETUTb, YTO rocyaapcTBamMm BblibuparoTcs
pasnunyHble NpaBOBbIE CPEACTBA A/ onpe-
[EeNeHNs OCHOBAHMIN N NPeaenoB NCMNOJb30-
BaHUS OaHHbIX FMEHETUYECKOro TeCcTMpOoBa-
HUA. B ogHMX, akUEeHT genaeTcs Ha 3akKOHO-
[aTeNbHOM perynnpoBaHum, KOTOPOE B Cly-
yae ¢genepaTrBHOrO yCTPOWCTBA rocyaap-

CTBa MOXET OCYLLECTBATLCA HA Pa3/INYHOM
yposHe (CLUA, Kanapa), B opyrux, 6onbluee
3HAYEHVE NPUOAETCS CaMOPEryInpPoOBaHUIO
(BenukobputaHusa, ABCTpanus).

M3yyeHne 3akoHoB wTaTtoB CLUA Hapagy
¢ ¢penepanbHbiM 3aKOHOM O HEAUCKPUMMW-
HauUUM B OTHOLLEHUN FEHETUYECKON MHPOP-
mauum (GINA) 2008 roga nokasano BO3MOX-
HOCTb  CYLLECTBOBaHUS  MNPUHLUNUATIBHO
pa3HbIX NOAXOA0B K PELUEHMIO BOMpoca O
npegenax Mcnosb30BaHUS OAHHbIX FEHETU-
4YEeCKMX WCCNneaoBaHun, CneacTBUEM YEro
SIBNSETCH BbIpaboTKa pPasnnyHbIX YCIOBUN
CTpaxoBaHMSa B 3aBMCUMOCTU OT TEPPUTO-
puu, Ha KOTOPOW 3ak/loHaeTCs 4OroBop, Y4TO
npeacTaBnsgeTcs HegonyctumbiM. epepa-
4Ya Ha ypoBeHb CyObekToB denepaumn BO-
MPOCOB PErynaMpoBaHnsa cTpaxoBaHua B Ka-
HazZe BOBCE MNPMBESIO K MOCTaHOBKE BOMNpoOca
0 KOHCTUTYLIMOHHOCTM 3akoHa O HeaNCKpU-
MUHaLUMM B 06nacTtv reHeTukn ot 4 masa 2017
roga, KoTopbl, MO MHEHUIO MPOKYPOPOB He-
CKOJIbKMX MPOBUHLNKI, MOCAraeT Ha lopuc-
OVIKUMIO NOCNeaHnX, yCTaHaBAMBasa yrosoB-
HYlO OTBETCTBEHHOCTb 3a HapyLUeHne cTpa-
XOBLUMKaMW NPeAyCMOTPEHHbIX B HEM Mpef-
nmucanui [13].

Kak npemctaBnsieTcs, BONPOCLI, 3atpa-
ryBaioLLMe npasa 4enoBeka Ha HernpuKOCHO-
BEHHOCTb YaCTHOW XW3HU, BKJOYas NpaBo
Ha 3aLlMTy NepCOHasbHbIX AaHHbIX, B C/ly4ae
3aKOHOAATENbHOr0 PeLleHns npobaemMbl Uc-
MoJIb30BaHUS JAHHbIX FEHETUYECKUX UCChe-
[OBaHNIM B CTPaxoBaHUK, OOJIKHbI peLlaTbcs
Ha denepanbHOM YPOBHE B Liensx obecne-
YEeHUS KOHCTUTYLMIOHHOIO NPUHLIMMNA PaBEH-
CTBa NpaB 1 cBOOOA YeNloBeKa 1 rpaxaaHu-
Ha. Bnpoyem, gnsa Poccuum aToT acnekT pac-
cMaTpuBaemMon NpobremMbl He CTOJb akTya-
JIEH, y4UTbIBAS, 4TO B CUJTY MOJTIOXEHUN CT. 71
KoHcTutyuum P® perynupoBaHue 1 3awmra
npas u cBobopn, yenoBeka U rpaxpgaHuHa,
paBHO Kak (PUHAHCOBOE PEryaMpoBaHME U
rpaXxaaHckoe 3akoHOOAaTesIbCTBO HaXO4sT-
cs B BegeHun Poccuiickon depepaumu.

B TO e Bpems 3acnyxuBaeT BHUMAHUS
OonbIT psga rocynapcTe, NepeaaBLumnx geTa-
nn3aumilo  BOMPOCOB MCMHOMb30BaHUS pe-
3yNbTaTOB TEHETMYECKOro TeCTUPOBaHUSA
npu CTpaxoBaHUM 06bEAVHEHUSM CTPax0B-
LLMKOB C COXPaHEHMEM KOHTPONS 3a 3aKpe-
MJIEHHBIMW B HUX NOJIOKEHNAMW CO CTOPOHBI
npasuTenbcTBa. B yacTtHocTu, MpaBuTtens-
cTBO BenukobputaHum n Accoumaums 6pu-
TaHCckmx cTpaxosBlmkoB (ABI) ewe B 2001
rogy AOCTUIMKN cornaweHns o6 yctaHoBne-
HUM LOOGPOBONBLHONO MOPATOPUS HA NCMOJIb-
30BaHMe pe3ynbTatoB MPOrHOCTUYECKOro
reHeTnyeckoro tectmpoBaHus. B 2018 roa
€ro MoOJIOXKEHVST HALWIM CBOE OTPaXeHWe B
Kopekce O reHeTn4eckoMm TeCTUPOBaHUU U
cTpaxosaHun [14], KOTOpbIN, Kak npeanona-
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raetcs, Oynet gencrteoBaTb 6eccpoyHo. B
HeM dpopmupyeTcs anddepeHULMPOBaHHbIX
noaxon OTHOCUTENIbHO BO3MOXHOCTU WC-
MoSIb30BaHUS ANArHOCTUYECKUX U MPOrHO-
CTMYECKNX TECTOB, B CWUJIly KOTOPOro cTpa-
XOBLUMKaM NpenocTaBnseTcs NpaBo Tpebo-
BaTb PACKPbITUS PE3YNLTATOB YXE VMEIOLLE-
rocsi N(POrHOCTUYECKOro FrEHETUYECKOro Te-
CTa M y4nUTbIBATb €ro pe3dybTaTbl, eCNv pas-
Mep CTPaxoBbIX BbIMjaT MpeBbILLIAET ycTa-
HOBJEHHble Npeaenbl. JonosHUTENBHO Oro-
BapMBaETCHd, 4TO MOJNlyYeHME pe3ynbLTaToB
MPOrHOCTMYECKOrO0 FEHETUYECKOro TecTa
nocne Havana 4eNCcTBMA CTPAxXoBOro NOKpPbI-
TS He SBNSIETCS OCHOBaHWEM Ons nepe-
CMOTpa YyCnoBwUiA gorosopa Bonpeku obbiy-
HOW NpakTUKe ero N3MEeHeHNs B C/ly4ae Bbl-
ABNEHNS OOCTOATENbCTB, CMOCOOHbLIX MO-
BNNATb Ha OLEHKY PUCKA BO3HUKHOBEHUS
CTpaxoBoro cny4as. Ecnn xe pesynerat re-
HETMYECKOro TecTa NpefoCTaBAseTCs cTpa-
XOBLLUMKY 3asiBUTENIEM CIy4anHO 1nm [obpo-
BOJIbHO, OH MOXET MPUHATL ero BO BHUMA-
HMe, ecnun 9TO BbIrOAHO 3aaBuTtento. Kpome
TOro, ANs 3aWunTbl MIHTEPECOB CTPAxXOBLLN-
KOB OblN1 pa3paboTaH MexaHM3M obxasnoBa-
HUA PaKTOB HENPABOMEPHOIrO MUCMOb30Ba-
HUS FEHETMYECKON nHdopmMauun.

Mo Takomy >e NyTu nowlen 3akoHoAa-
Tenb 1 B ABCTpanuu, rge COOTBETCTBYOLLME
CTaHaapThl B CBOE Bpems BbipaboTana Ac-
coumauuns MHBECTULNI N GUHAHCOBBIX YCIyr
(IFSA). B HacTosLLEee BpeMs, COrMacHo nNpu-
HaTtomy B 2019 roay ctaHoapty FSCN2 11 oo
30 nioHsa 2024 ropa, 6bin yCTAaHOBIEH MOpa-
TOPWIA HA NUCMNONb30BAHNE FTEHETUHYECKUNX Te-
CTOB Mpu CTpaxoBaHum xn3um [15]. BmecTe
C TEM, OPUEHTUPYSACh Ha onbIT Bennkobpu-
TaHun, IFSA npepoctasuna NpaBo CTPaxoB-
WwMKam 3anpawmeatb WM UCMNONb30BATb
pes3ynbTaTbl FTEHETUYECKOro TeCTa, ecnn 06-
as cymma CTpaxoBOro MokpbITUS NpeBbl-
LlaeT ycTaHOBJIEHHble Npeaensl. Hapsay ¢
3TMM CTPaxoBLUMKM 00S3annUChb y4UTbIBATb
6naronpuaTHble Pe3dynbTaTbl FTEHETUYECKOrO
TecTa, packpbiTble 3asBUTENIEM HE3aBUCU-
MO OT 06bemMa NoKpbITUS, a TakKe BAUSHUE
Hay4HO 0OOCHOBAHHOroO NPOdUNAKTNYECKO-
ro neveHns nmbo cobniogeHns Hay4Ho 060-
CHOBAaHHbIX NPOMPUNAKTUYECKMX MEep, CHU-
XKaloLWMX BEPOATHOCTb Pa3BuUTUS 60ne3Hun.

He 6e3 OCHOBaHWN CYMTAETCS, 4TO MO-
DOOHBIV MOAXo4 K HOPMATUBHOMY perynm-
pOBaHMIO paccMaTpMBaEMbIX BOMNPOCOB SiB-
nsetcsa 6onee apPekTUBHLIM B cuily pop-
MWPOBAHUS A0CTATOYHO MMOKOro MexaHu3-
Ma obecnevyeHns 6anaHca WHTEPECOB CTO-
POH CTPaxoBOro MNpPaBOOTHOLUEHUS B TOM
yucrie B KOHTEKCTE COOMOAEHNS STUYECKNX
TpeboBaHUi K 06paLLEeHU0 ¢ NOA0OHON UH-
dopmaumen. lencTBUTENbHO, Naee akTyap-
HOM CnpaBeasIMBOCTU, MOCNEeA0BaATENbHO

OTCTanBaemMoOn CTPaxoBLUMKAMMW, NPOTMBO-
CTOUT HEOOXOAMMOCTbL 0H6ecnevyeHns paBeH-
CTBa rpaxnaH HeE3aBUCMMO OT UX FEHETMYE-
CKMX XapakTepucTuK, NOTPeOHOCTb B 3aLuu-
T€ HENPUKOCHOBEHHOCTM YAaCTHOW XM3HU
KaKk camMoro cTpaxoBaTend, Tak U TPEeTbUx
nnu, Hem3bexxHo 3aTparmBaeMsblX Mpu BbisiB-
NIeHUN HacneacTBeHHbIX 3aboneBaHuid, a
Takxke npaBo Ha aBTOHOMUIO, TO €CTb CaMO-
CTOATENIbHOE MPUHATUE PELLEHUsT OTHOCU-
TENbHO MNOJSTyYEHUSA UHGOPMALNM O CBOEM
reHomMe, BKJII0Has «MNpaBo Ha HE3HAHNE».

Becbma cneunduryecknm acnekTom pac-
cMartpusaemMoi npobaemMbl ABASETCS TO, YTO
BbISIBIEHNE HaCNeACTBEHHbIX 3a00/1eBaHN
Hen3bexHO 3aTparvBaeT pPOACTBEHHWNKOB.
970, C 04HOM CTOPOHbI, TPEOyeT HOPMATUB-
HOro onpeaeneHnsa NpeaenoB UCMosib3oBa-
HUS NOJTY4EHHbIX AAHHbIX KIIMEHTA NMpw CTpa-
XOBaHMN €ero pPOACTBEHHMKOB, C APYron,
NoAHMMAET BOMPOC O HEOOXOAMMOCTU KX
MHPOPMUNPOBAHUS O HACNeaCTBEHHbIX 3200~
JNIeBAHUSX, BbISIBIEHHbLIX B XOAE reHeTu4e-
CKOr0 TECTMPOBaHUSA, OCYLLECTB/IEHHOIO B
pamMkax B3aMMOAENCTBUS CO CTPaxoBLLU-
KOM.

Mpoes aBTOHOMMM MOOHVMAET LIENbIA psaf,
BOMPOCOB, Hanbosiee CNOXHbIM U3 KOTOPbIX
ABNSETCS naes o TOM, YTO UHAMBUA, UMeeT
npaBoO OCTaBaTbCA B HEBEOEHMN OTHOCU-
TEJNIbHO CBOWX FEHETUHECKMX XapaKTEPUCTUIK.
«[1paBO Ha He3HaHWe» B OOHUX Cry4asix no-
JlyqaeT 3akoHogaTenbHoe 3akpenneHne (AB-
CTpus), B OPYrUX pPEernamMeHTMpyeTcs Ha
YPOBHE aKTOB, NMPMHUMaEMbIX 00beANHEHN-
aMu cTpaxoBlmkoB (AscTtpanus). OueBuna-
HO, 4TO OHO PaKTUYECKM MOXET BbITb peann-
30BaHO TOJIbKO B OTHOLUEHUWN MPOrHOCTUYE-
CKMX TeCTOB. Tak, B ABCTPUM NLLOM B Nto60e
BPEMSI MOXET ObITb COeNaHo 3asiBieHME O
HeXenaHuW 3HaTb Pe3ynbTaT aHann3a u Bbl-
Tekalowme U3 Hero NocneacTBus, a paHee
JAHHOE cornacue Ha WHGOPMUPOBAHNE
MOXeT OblTb B JIIOOOA MOMEHT OTO3BaHO
[16]. TMpaBpa, B ycCnoBMsIX MOCTOAHHOIO
COBEPLLEHCTBOBAHNSA TEXHOJIOMMIN BO3HMKAET
BOMPOC O MOCAEACTBUSAX NONYYEHUS BTOPUY-
HbIX PE3y/bTaTOB CEKBEHMPOBAHUS reHoMa.
M3HavaneHO cdhopmMupoBanacb nos3unums,
cornacHo KoTopoit no 57 Hambonee 3Ha4u-
MbIM C TOYKM 3PEHMS MPOrHO31POBaHNS pas-
BUTUS 3aboNeBaHUs reHam, CrneumanucTbl
00693aHbl MHOOPMUPOBATL NauneHTa O Bbl-
sIBNEHHbIX puckax [17]. C nosuumm cTpaxo-
BaHMs 3TO BNeko 6bl 0693aHHOCTbL CTPaxo-
BaTeNs COOOLNTbL CTPAxXoBLLUMKY 00 yCTaHOB-
JIEHHBIX pUCKax, CMOCOOHbIX MOBAUATbL Ha
BEPOSITHOCTb BO3HWKHOBEHUS CTPaxoBOro
cnyyas. OgHako aTa no3unumsa 6bina noasep-
rHyTa KPUTUKE BBUAY HaPYLUEeHUS npuHumMna
aBTOHOMUN N B JdanbHenwem bbina oTBep-
rHyTa.

Problemy prava (Issues of Law) founders journal N° 3 (77)/2020




Bce BbILEN3N0XEHHOE NMO3BONASET NpU-
MTW K BbIBOAY O HEOOX0AMMOCTU HOPMaTMB-
HOro NMpPaBOBOr0 PEryaMpoBaHUs BOMNPOCOB
MCMOJIb30BaHWS PE3YILTATOB FEHETUYECKMX
nccnenoBaHui NPy OCYLLECTBAEHUN INYHO-
ro ctpaxoBaHus. MNpu 3TOM cnenyeT UCXOo-
OUTb U3:

1) onddepeHumpoBaHHOro noaxona K
OMarHOCTUYECKMM W MPOrHOCTUYECKUM Te-
CcTaMm, PacrpoCcTpaHsas OrpaHUYeHnst TONIbKO
Ha nocnegHue;

2) BO3MOXHOCTM pernameHTaumm 3Tmux
OTHOLLEHMIA HA YPOBHE CaMOpPEerynpoBaHuns
Mpu KOHTPOJE KJoYEeBbIX NO3ULUWIA CO CTO-
poHbl LleHTpanbHoro 6aHka P® kak peryns-
Topa pblHKa CTPax0BbIX YCIYT;

3) [OonyCTMMOCTM UCMONb30BaHUS pe-
3YyJ/IbTATOB Nr’EHETU4eCKOro TeCTMpoBaHNA B
cdepe 0oOPOBONLHOIO JIMYHOIO CTpaxoBa-
HMUA B CJly4ae: 3aKJllo4eHuUa [O0rosopa Ha
CyYyMMY BbllLle YCTAHOBJIEHHbIX MpeaenoB; He-
0BXOOMMOCTU  OMPOBEPXEHUS CEMENHOro
aHaMHe3a C uenblo BbipaboTkn 6onee bna-
rOMPUATHBLIX YCIIOBUIA CTPaxOBaHUS Npu Ha-
N4 COOTBETCTBYIOLLErO BOJIEN3bABJIEHUSA
cTpaxoBaTens;

4) uenecoobpasHocTM co3paHus Buo-
HaHka AaHHbIX B TOM 4ncne C uenbto obecne-
YeHNna BO3MOXHOCTU AO0CTyna CTpaxoBLUN-
KOB K 00€3/IMYeHHO CTaTUCTUYECKO WH-
dopmayun.
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NMPUHLUMNBI U SAKOHOMEPHOCTU NPABOBOIO
PEr'YJIMPOBAHMA MOJIHOTEHOMHOIO y
CEKBEHUPOBAHMUA B KU TAUCKOU HAPOAHOM

PECTNYBJIUKE (KHP)'

Suranova T.G., Zenin S.S., Suvorov G.N.

PRINCIPLES AND PATTERNS OF LEGAL
REGULATION OF GENOME-WIDE SEQUENCING IN
THE PEOPLE’S REPUBLIC OF CHINA (PRC):

MupoBoVi pbIHOK MOJIHOrEHOMHOIrO CEKBEHMPOBAaHWSI Pa3BUBAETCSI OYEHb
ObICTPbLIMK TEMMNAMMN, U CTPEMUTEJIbHEN BCEro aTo rnpoucxoant B Kutae. Ha
(POHE 3KOHOMUNYECKOro noAbLEMAa CripoC Ha NepeaoBbIe MeaANLIMHCKNE YCIyru
KpariHe BbICOK. BBuay aToro, 3acayxuBaroT BHUMAaHWS MPUHLUNMBI 1 3aKOHO-
MEPHOCTUN HOPMATMBHOIO PEry/INPOBaHS 3TON AESITE/IbHOCTHU, OCYLLIECTBJISE-
MOV C MOMOLLbIO KaK 3aKOHOAATesIbHbIX, TaK Y aAMUHUCTPATUBHbIX MPaBOBbIX
UHCTPYMEHTOB. [/ 0Te4ecTBeHHOro 3akoHoaatesss Oyner kparviHe rnosie3eH
KUTaViCKNY OMNbIT PErynpoBaHms NCMNOJIb30BaHWNS FEHETUYECKMX PECYPCOB rnpu
rpoBeaAeHNY MeXAYHapPOAHbIX COBMECTHbIX MCCeA0BaHui, cbope, XpaHeHuu,
MCroIb30BaHUN VN BHELLHEM 00ECrneqyeHny 4es10Be4eCKUX reHeTUHECKUX pe-
cypcoB Kutasi, 3TM4eCKUX rnpuHLUMNOB rpuv rnpoBeaeHnn GUoreHeTu4eckmnx nc-
c/ie4oBaHui.

Knro4eBbie cnoBa: rnpyiHUWbl NpaBoBOro PeryiampoBaHunsl, reHeETUHecKkoe
ckaHupoBaHue, Kutarickasi HapoaHasi Pecriybvka, noJiHoreHoMHOEe CEKBEHU-
poBaHne, KOHPUAEHUNATbHOCTb FTEHETUYECKMNX AAHHbIX, STUYECKNE MPUHLNIbI
rpOBeAEHNS] FEHETUYECKNX NCCI1IEL40BAHWI.

The global genome sequencing market is developing at a very fast pace,
and this is happening most rapidly in China. Amid the economic boom, demand
for advanced medical services is extremely high. In view of this, the principles
and laws of normative regulation of this activity carried out using both legislative
and administrative legal instruments deserve attention. For the domestic legis-
lator, the Chinese experience in regulating the use of genetic resources in con-
ducting international joint research, collecting, storing, using and providing ex-
ternal human genetic resources in China, and ethical principles in conducting
biogenetic studies will be extremely useful.

Keywords: principles of legal regulation, genetic scanning, people’s Re-
public of China, genome-wide sequencing, confidentiality of genetic data, ethi-
cal principles of genetic research.

3akoHopaTenscTBO B Kntarnckon Hapon-
Holn Pecnybnuke, Kak M3BecTHO, obnagaer
psagomM cneundunyeckmx 4ept, oOyCcrnoBieH-
HbIX TEM, YTO €ro 9BOJIOUUSA ASNTENIbHOE
BpPEMsi Npoxoawnna nog, rmaBeHCTBOM couma-
JNINCTNYECKON naoeonornn
M CTpOrMm kKoHTponem KoMmyHuUCTU4ECKOM
naptun Kutaa (KMK). B HacTosiwee Bpemsa
aTta TeHgeHuusa coxpansetcd, u KIMK no-

npexHeMy onpenenseTr BeKTOp MpaBOBOro
pasBuTus cTpaHbl. Cnegyet OTMETUTbL OTHO-
CUTENIbHYIO  MasiOYMCNEHHOCTb  OCHOBHBbIX
3aKOHOB rocyfapcTea B CpaBHEHWUW C one-
paTUBHLIMK MOCTAHOBJIEHUSIMU (MOA3AKOH-
HbIMW aKkTamu), NPMHUMAEMbIMU 4S9 peLle-
HUS nokanbHbIX Npobnem. NossneHne HOBO-
ro 3akoHa B Kutae npouecc Becbma Tpyao-
EMKUIA N He ObICTPbIA, YTO OOBLACHAETCSH

' MccnenosaHue BINOHEHO NPy hUHAHCOBOM noaaepxke Poccuiickoro doraa dyHaaMeHTabHbIX Uccrne-
nosaxuii (PO®dU) B pamkax HayuyHoro npoekta N2 18-29-14037.

2 The reported study was funded by RFBR according to the research project N2 18-29-14037.
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CTPEM/IEHMEM 3akoHoJaTens npuUHUMaTb
NCKIOYNTENIBHO KA4YeCTBEHHbIE HOPMATUB-
Hble pelleHus. B yacTHoOCTY, eanHbln pax-
[AHCKNIA Koaekc Obln NPUHAT TOIbKO B Mae
2020 ropa, a eavHbI agMUHUCTPATUBHBIN
KOLEKC He NPUHAT Ao cux nop[2, 3].

Yka3aHHble 0OCTOSAITENLCTBA ONpeaens-
I0T TPYAHOCTU NPU OPUEHTUMPOBAHUM B Nna-
OUPUHTE MPUHATBLIX NPaBOBbLIX MHCTPYMEH-
TOB, pernaMmeHTUPYIOLWUX NPUHLMNBLI HOpMa-
TUBHOIO PerynnpoBaHus B chepe nosHore-
HOMHOIO CEKBEHMPOBAHUS, Tak Kak MHOrme
M3 HUX UMEIOT NMEPEMEHHbI MPaBOBOM CTa-
Tyc. VlccnepoBaHusa B reHeTnyeckom cdepe
NoJy4MNu WPOoKyo nogaepxky B KHP ¢ Ha-
yana 90-x ronos XX Beka, pe3ynbratbl KOTO-
PbIX aKTUBHO MCNOJb3YIOTCSA AS YNyyLIEeHUs
MeLNLMHCKON NOMOLLN U Pas3BUTUA Hapoa-
HOro xozsancrtea. B ocHoBe npeunsnoHHoOM
MeINLMNHbI NEXUT CNOCOBHOCTb ONPeaensTh
MeTOoApl Ie4EHNS B COOTBETCTBUM C UHOMBU-
AyanbHbIMW NOTPEOHOCTAMU NaumeHTa, n3-
y4as ero Gu3nonormo, reHom, cpeny, KoTo-
pas ero okpyxaeT. HoBble 3HaHWSA LOJIXHbI
NPMBECTU K MEHbLLEWN Harpy3ke Ha CUCTEMY
3[paBOOXPAHEHNSA N NyHLWIUM pedyfbTatam
neyeHns. PacwundpoBka reHoMa 4enoBeka
jana TON4YOK K pa3BUTUIO MccnepoBartesib-
CKUX TEXHONIOMMIA B 001aCTN FEHETUKN U MO-
NekynsipHon 6uonorum, GuonHdopmMaTukm
[11].

CornacHo ctatbe 21 KoHcTtutyummn Ku-
Tancko HapopHoii Pecnybnvkn rocypap-
CTBO pa3BMBAET 34paBOOXPaHEHME, COBpeE-
MEHHYIO U TPaOMUMOHHYIO Meanumnny, pap-
MakoJIormio, MnOOLLPSeT U noanepxueaet
CO3[aHVe passiMyHbIX 34paBOOXPaHUTESb-
HbIX YYPEXAEHUN CENbCKUMU KOMNEKTUBHbI-
MW 3KOHOMUYECKUMU OpraHmM3aumsimMu, ro-
CYOApPCTBEHHBIMW NPEAnPUATUAMU, YHPEX-
OEHNAMN N KBapTasibHbIMW OpraHn3auusimm,
NPOBOANT MAaCCOBblE€ CaHUTapHble Mepo-
npUaTUS, OXpPaHsaeT 340P0Bbe Hapoaa [4].

AHann3 NpaBoBOro perynampoBaHns nos-
HOFEHOMHOr0 CEeKBEHMPOBAHUS HEOOXOaAM-
MO Ha4vaTb C CUCTEMbl aAMUHUCTPATUBHOIO
JNLEH3NPOBAHUS, KOTopas yCTaHaBNMBAET
NPUHLMIMBLI MEepeaayn reHETUYECKUX JAaHHbIX
Ha 3aKOHHbIX OCHOBaHWsX. lMepBbIM O0KY-
MEHTOM B 3TON cdepe ctann BpemeHHble
Mepbl MO YMNPaBAEHUIO 4YEI0BEYECKUMU Te-
HETMYECKNMU pecypcamMu, BCTYNMMBLUNE B
cuny 10 wiona 1998 ropa [15]. CornacHo
cTaTbM 2 3TOro JOKYMEHTa MoA reHeTnye-
CKMMW pecypcamMu MNOHUMAeTCs reHeTuye-
CKMI MaTepuan n CBA3aHHbIE C HUM MH)OP-
MaLMOHHbIE MaTepuabl, TakKMe Kak OpraHbl,
TKaHW, KNeTku, KPoBb, Npenapatbl, PEKOM-
OUVHaHTHbIE KOHCTPYKUUM [AE30KCUPUDOHY-
knemHoBon kucnotel (OHK), copepxaiive
rEHOMbI YeN0OBEKA, reHbl U X MPOAYKThI. [0-
Cy0apCTBO BHeAPSiET CUCTEMY OeK1apupo-

BaHUS N pPerncTpaumm BaXHenWmnx reHeTn-
YeCKNX PEeCypCcoB, a TakXe CUCTEMY OTYET-
HOCTW OTBETCTBEHHbIX AOJIXHOCTHbLIX AL,
B pamMKax KOTOPbIX HX OAHO UL WK npen-
npusaTME He MMeeT npaea cobupartb, MOKy-
naTb, NepegaBsaTb UM SKCNOPTMPOBAThL re-
HeTuyeckne pecypcbl 6e3 COOTBETCTBYIO-
wero paspewenus. OgHako BpPEMEHHbIE
Mepbl HE PEerynnpoBanu BOMNPOCbl UCMOJb-
30BaHUS FEHETUYECKMX PEecypcoB, OTCYT-
CTBOBa/M eaAMHble CTaHAapPThbl AJ19 NpoBeae-
HUS MeXAyHapoaHbIX COBMECTHbIX MUCCne-
[OBaHWI, HE pernameHTMpoBanacb 1 pu-
Juyeckasi OTBETCTBEHHOCTb 3a HapyLleHue
YCTaHOBJ/IEHHbIX aAMWUHUCTPATMBHbIX NPOLIEe-
ayp [17].

BypHOe pa3BuTre TEXHONIOMMN B yKa3aH-
Hol cdepe npegnonaraeT COBEPLLUEHCTBO-
BaHWEe N HOPMAaTUBHbLIX PEryNSaTOPOB, KOTO-
pble co3aaBanu 6bl HEe TOJIbKO ONTUMasbHble
YC/IOBUSI ANt MIHHOBALMIA, HO U OrpaHnynBa-
nn Bbl ccnepoBaTefien OT 9KCNEPUMEHTOB,
HapyLlalowmx npasa yenoseka. LLUupokyto
ornacky nosyydun UHUMAEHT ¢ 6uonupart-
cTBOM B AHbxoe B 1997 roay, koraa asa npo-
deCcCrOoHabHbIX 3NMAEMMNONOra B pamMkax
COBMECTHOI0 MccenoBaTefibCkoro npoek-
Ta ¢ [apBapAcK1UM yHMBEpPCUTETOM cobpanu
reHeTnyeckme obpasupl KPOBU y 6osniee Yem
16000 kuTalckmx kKpecTbsiH 6e3 cooTBeT-
CTBYIOLLEro MHPOPMUPOBAHHOIO Ccornacus
[5]. A oaHMM 13 caMbix 0OCY>XAaeMbIX COObI-
TUIA cTana nyonMkauusa pesynbTaToB aKcne-
PVYMEHTOB, NPOBOANMAS NOA PYKOBOACTBOM
Xell3sHbkysan3 HKOXHOro Hay4HO-TeXHUYe-
ckoro yHusepcuteTa LLIaHbYXSHS, B pe3yb-
TaTe KOTOpbIX HA CBET MOSIBUAUCHL MNEpPBbIE
0ETN C NCKYCCTBEHHO OTPEAAKTUPOBAHHbIM
reHomom [9].

Ona ontumMmn3auym NpaBOOTHOLLUEHUI B
ykasaHHol chepe 28 maa 2019 roga locy-
napcTtBeHHbIn coBeT KHP noctaHoBneHnem
N2 117 npuHsan HoBoe MNonoxeHne 06 ynpas-
JIEHUN YeNoBEeYeCKMMM FreHeTUYeCcCKUMn pe-
cypcamu (BcTynuno B cuny 1 niona 2019 r.)
[13]. CornacHo aTomy JOKYMEHTY 0obLias oT-
BETCTBEHHOCTb 3a YynpaBfieHMe reHeTuye-
CKMMM pecypcamMy BO3JIOXEHO Ha aenapTa-
MEHT MO Hayke U TexHuke. B cooTBeTCTBUM
CO cTaTben 8 cOop, COXpaHeHne, NCMOosb30-
BaHMe N BHellHee obecrneyeHne yenoseye-
CKMX TeHeTu4eckmx pecypcoB Kutas He
[OJIXHO CTaBUTb MO, yrpo3y 06LLEeCTBEHHOE
30paBOOXpaHeHne, HaumoHanbHylo 6e30-
MacHoOCTb N 0b6LLECTBEHHbIE UHTepechl Kun-
Tasa. Kpome Toro, B ctraree 9, 10 3akpenns-
IOTCS BaXXHEWLWNEe MPUHLUMMbI, KOTOpbIE He-
obxoanmo cobnoaate Npu cbope, coxpaHe-
HWM, UCMOJNb30BaHUM N BHELLIHEM obecneye-
HUM YEeNOBEYECKNX FeHETUYECKNX PECYPCOB
Kutaqa: 1) reHeTndeckme uccnegoBaHusa
[OMKHbI COOTBETCTBOBATb 3TUHECKMM MPUH-
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umMnam 1 3TMYeckoMy NepecMoTpy B pamkax
YCTaHOBJIEHHbIX HAUMOHaNbHbIX NPaBu; 2)
HeobxoaAMMO yBaxaTb npaBa Ha HENpPUKOC-
HOBEHHOCTb YaCTHOW XW3HW MOCTaBLLMKOB
reHEeTUYECKNX PECYPCOB 4YesioBeKa, Mosy-
yaTb MX NpeaBapuUTeNbHOE NMHPOPMUPOBAH-
HOe cornacve 1 3awmuaTtb UX 3aKOHHbIE
npaea 1 MHTepecshl; 3) AeATEeNbHOCTb B yKa-
3aHHOM cdepe [o/KHa COOTBETCTBOBATb
TEXHNYECKNM pernamMmeHTam, KOTOpbIe
chopmMynmpoBaHbl YrpaBieHEM N0 HaykKe 1
TexHuke [0CynapCTBEHHOrO coBeTa; 4)3a-
npewaeTcs npogaxa reHeTUYeckmx pecyp-
COB 4esioBEKa (He cumMTaeTcs Mnpoaaxen
npenocTaBfeHne ANs HAYYHbIX Lenen B Co-
OTBETCTBUWN C 3aKOHOM, OMnsaTta wiv B3uma-
HMe pa3yMHbIX CPEeACTB).

Jliobas MHoCTpaHHasa opraHn3aums, ocy-
wecTeasiowas cbop, XpaHeHWe WM uc-
NMOSb30BaHNE FeHeTU4eCckom MHdopmMaunu,
nonxkHa o6bnagaTb NPaBOCYOBLEKTHOCTLIO,
Lenb nccnenoBaHus AosnxkHa ObiTb SicHa U
3aKkOHHa, naaH cbopa reHeTn4eckomn NHpop-
Maumn fonxeH 6biTb 060CHOBaH, a Liesb UC-
CrnefoBaHna OOJKHA COOTBETCTBOBATbL 9TU-
Yecknm TpeboBaHVaM, OpraHM3auus NPoBo-
hsauwasn nccnenoBaHne OomkKHa MUMEeTb NoMe-
weHne, obopynoBaHMe W MepcoHas, npu-
roAHble A1 OCYLLECTBIEHNS YKa3aHHOM Oe-
ATENbHOCTM. 3a HapyleHue yKadaHHbIX
npasui NpeaycMaTpmBatoTCs  pasinyHble
wTpadHble caHkuum, anddepeHupoBaH-
Hble B 3aBMCMMOCTU OT pasmepa MNojlyyeH-
HOIrO He3akOoHHOro goxoaa [16].

B 201112013 rogax MMHNUCTEPCTBOM Ha-
VKM 1 TEXHOSIOTNiA BbINn NpoBeaeHbl 0bLLeHa-
LMOHaNbHble ayauUTOPCKNE KOMMaHuUM C ue-
JIbO BbISIBNIEHUSI KWTANCKO-3apyOexXHbIX Npo-
€KTOB, KOTOPbIE HE MMEIOT COOTBETCTBYIOLLMX
pa3peLUeHnin nam He COOTBETCTBYIOT MPOBO-
OMMOW rocynapCTBeHHOM nonutuke. B pe-
3ynbTaTe NPoBepokK Oblf BbISBAEHbI MHOMO-
YUCIIEHHbIE HAPYLUEHMWS, @ HECKOJIbKO agMu-
HUCTPATMBHbIX IMLUEH3NIM 0TO3BaHO [6, 19].

Ocoboe BHUMaHME B NONOXEHUN yaoene-
HO pernamMeHTaumMn NpoBeOEeHUS COBMECT-
HbIX MEXAYHapPOLHbIX HAayYHbIX UCCNeaoBa-
HUI C NCNONb30BAHNEM KUTANCKNX YEeNoBe-
YECKMX FEHETMHYECKMX PECYPCOB. Yupexae-
HUS 1 OpraHu3aumn, Co34aHHbIE NHOCTPaH-
HbIMU KOMMAaHUAMMW, YACTHLIMW INLAMU UIN
dakTN4eckn KOHTPOSIMPYEMbBIE UMW, MPWU
MCMNONb30BaHNN YESIOBEYECKUX TFEHETUYE-
CKNX PECYPCOB B COTPYOHMNYECTBE C HAy4YHO-
NCCNenoBaTeNbCKUMN  VHCTUTYTaMU, YHWU-
BepcuTeTaMmn, MEOULMHCKUMU YYPEXOEHWN-
aMmnu 1 npegnpuatuamm  Kutas  OoonxHbl
npegycMaTtpuBaTb COBMECTHOE yyacTue Ha
BCEM MPOTSXKEHUM nUccnenoBaHus. Bee 3a-
NUCK 1 JaHHbIE AOJIXKHbI ObITb NepenaHbl Kn-
TanckoMy noapasfeneHnio, B naTeHToBa-
HUW NOJTYYEHHbIX PE3YNbLTAaTOB AOKHbI yya-

cTBOBaTb 00€ CTOPOHLI. Takum o6pasom,
COrnaweHnst OOMKHbI CTPOUTBLCS NCXoasa 13
NPUHLMIMOB paBeHCTBAa U B3aVIMHOW BbIrOAbl,
4YeCTHOCTM M J0BEPUSI, COBMECTHOIO y4a-
CTUS N 0OMeHa pesysibTataMu.

HecmoTps Ha TO, YTO FreHeTUYecKne OaH-
Hble ABASIIOTCS YaCTblO FEHETUYECKNX pecyp-
COB, OHW TakXe MOryT ObiTb MOJSy4YEHbl U NP
oKazaHuUM MeguuUnHCKOM nomoLum. Bemay ato-
ro, Npaea 1 MHTEPECHI rPaxaaH, C TOYKM 3pe-
HUS Hag1exallero ypoBHs MeguumMHCKOM no-
MOLLN, YB2XEHUN aBTOHOMUN YHACTHUKOB Tak-
Xe OoNXHbl cobnoaatbes. NpaBoOBbIM WH-
CTPYMEHTOM /11 3TOr0 BbICTynatoT «Mepbl No
aTnyeckoMy 063o0py BMOMEONLNHCKNX UCChe-
OOBaHWI C y4acTUEM JIIOAEN», BCTYNMBLUMX B
nencterne 1 nekabpsa 2016 rona [18].Cpeaun
npouyero, B ctatbe 18 ykadbiBaeTcs pag, aTnye-
CKMX MPUHLMMNOB, KOTOPbLIM A0JKHbI COOTBET-
CTBOBaTb Takme GUOMEAMLIMHCKME UCCNEeno-
BaHuA: (1) npuMHUMN MHHOPMUPOBAHHOIO CO-
rnacus, B paMmkax KOToporo 3anpetieH obmaH
WA NPUHYXOEHME K y4acTuio, a ntoboi yyacT-
HUK MOXET 0TKa3aTbCs OT y4acTu B UCCNEn0-
BaHWM Ha NtoOoM aTane;(2) NpUHLMN ynpasne-
HUS pyUCcKamu, KOTOPbIA yka3dbiBaeT Ha Mpuo-
PUTETHOCTb COOMIOAEHMS NPaBCYOBLEKTOB Ha
JIMYHyto 6e30MacHOCTb U 300POBbE, U TObKO
3aTeM MayT Hay4yHble U couManbHble BbIFOAbI;
(3) nmpuHUMN cBOOOAbLI U KOMMEHcauun, Co-
racHO KOTOPOro 3a y4acTue cybbekToB B UC-
cflefoBaHMM niaTa He B3MMaeTcsl, a COOTBET-
CTBYIOLLIAA KOMMEHcaUnsa NpeaocTaBnseTcs B
BUIE pa3yMHbIX PAcX0A0B, KOTOpble cybbek-
Tbl HECYT BO BPEMS TECTa; (4) NPUHLUMN 3aLum-
Tbl KOHOUAEHUMANBHOCTU, NPEAYCMATPUBAIO-
WU 9PPEKTUBHYIO 3aLUUTY HYACTHOM XU3HU
cybbekTa, ero npaBaMBoOro MHGOPMNPOBAHUS
0 XPaHEeHUN, NCNOb30BAHUN 1 MePax KOHPU-
OEHUMANbHOCTN JIMYHOW MHpOopMaumn, 3a-
NpeT packpbiBaTb JIMYHYD MHPOPMaLMIO
cybbekTa TpeTbel CTOpoHe 6e3 paspelue-
HMS;(5) NpUHUMN KOMMNEeHcauum B COOTBET-
CTBUM C 3aKOHOM, B pamKkax KOTOPOro cyobek-
Thbl, KOTOPbIM HaHeCeH yLlepb npu yyactTun B
NCCNefoBaHNN, OO/KHbI Noy4aTb CBOEBpE-
MEHHOe 1 GecnnaTtHoe fIeYeHne M nosyyatb
KOMMEeHcaumio B COOTBETCTBMM C 3aKOHaAMU U
npasuiaMn, a Takxke COrnaleHNeM CTOPOH;
(6) ocobble NPUHLMMbLI 3aLWMTbl A58 OTAEeSb-
HbIX KaTeropuii obcnenyemblx, TakMx Kak AETH,
6epeMEHHbIE KEHLLUMHbI, YMCTBEHHO OTCTa-
nble nuua.

C6op, ynpaBneHne 1 NCnosib30BaHNE UH-
dopmaumn 0 300pPOBbLE HAceneHus, Nony-
YEHHOM B X0A4e OKa3aHWs MeaMLMHCKMX YC-
nyr, pernameHTmpyetcs «PykoBoaawmmm
MHEHUSIMU MO MPOABMXKEHUIO N PErYIMPOBa-
HUIO NMPUMeHeHUst BONbLUNX JaHHbIX B obna-
CTU MeOUUMHbI 1 34paBooXpaHeHuns» [17].
OTOT [OOKYMEHT, YTBEPXAEHHbIN [NaBHbIM
yrnpaefieHMeM rocyoapCTBEHHOIO COBETA,
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yKa3bIBaET, YTO AaHHbIE O 340POBbE Hacene-
HUA CTPaHbl ABNsSIeTCA 6a30BbIM cTpaTernye-
CKMM pecypcoMm. YkasbiBas Ha Heobxoau-
MOCTb PasBuUTUS OOLLEHAUMOHANbHbIX CBSI-
3el 1 MexBegoMCTBEHHOro obmMeHa, ycTa-
HaBNMBAETCHA KaTeropuyeckmin 3anpeTt Ha
XpaHeHne Takon nHdopmaumm Ha 3apybex-
HbIX cepBepax. [eHOMHble AaHHble 3anpeLle-
HO NepenasaTtb M B 00faYHble XPaHUAULLA,
pa3MelleHHble He B KuTae, a A0CTYN K Taknm
OaHHbIM BO3MOXEH TOJIbKO C KUTaMCKUX Cep-
BEPOB MPU COOTBETCTBYIOLLEM KOHTPOJE.

JOKYMEHTOM BbICLLErO YPOBHSA, perna-
MEHTUPYIOLMM BOMPOCHI Nepeaayn AaHHbIX
B MIHTepHeTe, BbicTynaeT 3akoH o kubepbe-
3onacHocTn 2016 roga. CtaTtba 37 aToro go-
KYMEHTa 3anpeliaeT nepepadvyy reHetunye-
CKOW MHpOpMaLMK C NMOMOLLIbIO CETU 3a py-
6ex. Mpn HeobxoaMMOCTN BOCMOJSIb30BaTb-
ca 3apybexHbIMK ycnyramm uHdopmMauus
OOJKHAa MPONTU OUeHKY 6e3onacHocTu B
COOTBETCTBUN C METOA0M, pa3paboTaHHbIM
locypapcTBEeHHbIM AenapTaMeHToM kubep-
6e30MacHOCTV COBMECTHO C COOTBETCTBYIO-
WMMK genaptaMmeHTamm focynapCTBEHHOIO
coseTta [14]. Kak Bugmm, rocynapcTteo ycu-
NNBaET OrpaHuUYeHns Npu TpaHCrpaHUYHOM
0OMeHe reHeTU4eCKMMM AaHHbIMU,

B oToenbHOM paccMOTpeHUn HyxXaatoTcs
BOMPOCbI KOHOUAEHUMANTBHOCTN, TaK Kak Ha
CEerofHsLLHMNIA MOMEHT HET HX OHOIrO NpPaBo-
BOrO MHCTPYMEHTA [OJ151 €€ COXPaHEHUS B KOH-
TEKCTEe TPaHCrpaHMYHOro OOMeHa reHeTuye-
CKUMW OA@HHbIMW, a eauHbI [paxgaHCKuin
KOAEKC BCTYNUT B AenCTBME TOJIbko B 2021
roay [5]. 3awmTa YacTHOWM XNU3HU perynmpy-
eTcs  Crnopaguyeckm B COOTBETCTBUM
C OTpacneBbIM 3aKOHOAATENLCTBOM. B nono-
XeHunn 06 ynpasneHnn 4enoBe4YeCckUMn reHe-
TUYECKMMN pecypcamMm, BCTYNUBLUMMN B CUITY
1 mionsa 2019 roga, reHeTnyeckas MHGopma-
uMs nNpeacTaBfieHa B KOHTEKCTE KOJIEKTUB-
HOro perynMpoBaHns MHTEPECOB, a O KOHPU-
OEHUManbLHOCTU YNOMUHAETCS TOMbKO B CTa-
Tbe 46, KOTOpas ykasblBaeT Ha TO, 4YTO €Cc/n
MHpopMaUmsl, Kacawmllasacsa reHeTU4eckmx
pecypcoB 4enoBeka, OTHOCUTCS K rocynap-
CTBEHHOW TalrHe, TO yrnpaBJIEHNE €l OCy-
LLEeCTBASETCSH B COOTBETCTBMU C 3aKOHOM KHP
«O CcOXpaHeHUN rocyOapCTBEHHOM TalHbI»
[12]. 3akoH 0 knbepbe3onacHOCTM B CTaTbe
76paeT onpeneneHne NUYHOM MHGopmaumn,

Noz KOTOPOM NOHMMAIOTCS BCE BUAbI MHDOP-
MaLMu1, 3annCaHHble C MOMOLLBIO 31EKTPOH-
HbIX WAM OPYrMX CPeacTB, KOTOPbIE MOryT
MAEHTUONLMPOBATL JIMYHOCTb PU3NYECKOrO
NnLa OTAENBHO UKW B COYETAHUM C OPYTrOA UH-
dopmaumen, BkIOYasd, MNOMUMO MPOYErO,
UM PU3NYECKOro Nmua, Jaty POXAEHMS,
NAEHTUDUKALUNOHHBIA HOMEpP, NMYHYLD 6KO-
MEeTPUYECKYl0 MHdpopmaumio. Beuay oTcyT-
CTBUSI OOLLLEr0 3aKOHA O 3alLUuTe NepcoHasb-
HbIX A@HHbIX, a Takke 00Lero 3akoHoaaTeNb-
HOro onpegeneHns KoHGUAEHUMaNbHOCTH,
COLEpPXaHne MOHATUS BapbUpyeT B 3aBUCU-
MOCTW OT KOHTEKCTa (Hanpumep, AaHHbIE Mo-
Tpebutens M OaHHble TeneKoOMMYHUKaLmK),
YTO 3aTPYAHSET peann3aumio NpuHumMna cBo-
6oabl Hpopmaumn [6,10]. HYTo xe kacaetcs
pbIHKA FEHETUYECKOro TECTUPOBAHMUS, OPUEH-
TUPOBAHHOIO Ha HEMOCPEACTBEHHOE UCMOJIb-
3oBaHue (DTC), To 30ecb BONPOCHI UHHOPMU-
POBaHHOrO cornacus, KOHGUAEHUMaNLHOCTU
N 3aLUNTbl A2HHbIX MPAKTUYECKN HE OTPEerynun-
pOBaHbl, YTO yKa3blBaeT Ha MOTEHLMANbHYIO
OMacHOCTb AVUCKPUMMUHALMKN Y4aCTHUKOB Ta-
KUX nccnepoBaHuii [8].

MogBoas MTOr BCEMY BblLLECKA3AHHOMY
HeobxoaMmMo oTMeTuUTb, YTo KmnTarickaa Ha-
pogHasi Pecnybnvka NpuHUMaeT akTUBHOE
y4acTve B pa3paboTke reHeTUHECKNX TEXHO-
N0rnii. AKTUBHO MCNOJb3YET NOJlyYEHHbIE pe-
3ynbTaThl A9 pa3paboTkM HOBbIX NeKapcTB.,
MEOVLMHCKUX YCTPOMCTB, @ TakKe HOBbIX Me-
TOO0B NPOdUNAKTUKN N neyeHms 3abonesa-
HUI. B nocnegHve rogpl 0oTMEYaeTCsa TEHAEH-
LM K ynopsoovyeHnto OEeNCTBYIOLWEro 3ako-
HOOATENbCTBA, OrPaHMYMBAIOLLErO MCMOJb-
30BaHMe pefakTMpoBaHNg reHOMa YeoBeka.
YCTaHOBNEH KOHTPOJIb HAJ, NCMOJIb30BAHNEM
rEHETUYECKMX PECYPCOB MNpPU MPOBEAEHNMN
MEXAyHapOAHbIX COBMECTHBIX MWCCnenoBa-
HWUI, OOHAKO He A0 KOHLA yperynmpoBaHHbI-
MM OCTaloTCS BOMPOCHI KOHOUAEHLMANBHO-
CTW, OCOBEHHO Mpu OKas3aHWW YCNyr Herno-
CPeACTBEHHOrO TECTUPOBAHUA. MpUHLMNBI
3aKOHOMEPHOCTM MPaBOBOro perynvMposa-
HUS NPOLLECCOB XPaHeHUs, OCTyna 1 3am-
Tbl A@HHbLIX MOJIHOFEHOMHOr0 CEKBEHMPOBA-
HUS, CPOPMUPOBAHHBLIE B KUTANCKOM 3aKO-
HOAATENbCTBE N aKkTax agMUHUCTPATMBHOIO
perynmpoBaHunsi, MOryT ctatb OCHOBOW Ans
COBEPLUEHCTBOBAHNSA OTEYECTBEHHOIO 3aK0-
HOZATeNbCTBA B yka3aHHOW cdepe.

JlutepaTtypa

1. Kutaih obcyxnaet npoekT paxagaHckoro kogekca // Url://https://
rg.ru/2020/05/25/kitaj-obsuzhdaet-proekt-grazhdanskogo-kodeksa.html (gata

obpatueHus: 20.06.2020).

2. TpowwmHckuii MN.B. MNpaBoas cuctema Kutaickoih HapogHon Pecnybnuku: cta-
HOBJIEHME, Pa3BUTNE 1 XapaKTePHbIe 0COOEHHOCTHU // BECTHUK YHMBEPCUTETA UMEHU

O.E. Kytaduha. 2015. N2 5.

3. TpowwuHckuii M.B. CoBpemeHHoe 3akoHopaTenscteo KHP: npobnemebl 1 nep-
cnekTuBbl pa3suTus // XypHan 3apybexxHOro 3akoHo4aTENbCTBA U CPABHUTENBLHOIO

npasoBeneHuns. 2016. N2 3 (58).

Problemy prava (Issues of Law) founders journal N° 3 (77)/2020




4. KoHcTtutyumna KHP ot 4 nekabps 1982 r. // Url://https://chinalaw.center/
constitutional_law/china_constitution_revised_2018_russian (nata obpawieHuns:
20.06.2020).

5. ChenY, Song L. China: concurring regulation of cross-border genomic data
sharing for statist control and individual protection [published correction appears
in Hum Genet. 2018 Aug 17]. Hum Genet. 2018. N2137(8).C.605-615. doi: 10.1007/
s00439-018-1903-2.

6. China to promulgate more rules to expedite approvals for genetic resources
administration // Url: https://www.morganlewis.com/pubs/china-to-promulgate-
more-rules-to-expedite-approvals-for-genetic-resources-administration (gartao-
OpawteHuns: 20.06.2020).

7. Chinese authorities collecting DNA from all residents of Xinjiang // Url://https://
www.theguardian.com/world/2017/dec/13/chinese-authorities-collecting-dna-
residents-xinjiang (aataobpaterus: 20.06.2020).

8. DuL.Wang M. Genetic Privacy and Data Protection: A Review of Chinese Direct-
to-Consumer Genetic Test Services https://doi.org/10.3389/fgene.2020.00416.
9. Kolata G., Wee Sui-Lee, Belluck P. Chinese Scientist Claims to Use Crispr to Make
First Genetically Edited Babies // Url:// https://www.nytimes.com/2018/11/26/
health /gene-editing-babies-china.html (gataob6pauieHus: 20.06.2020).

10. McDonell S. Privacy concerns as China expands DNA database // Url://https://
www.bbc.com/news/world-asia-china-39945220 (nataobpauweHns 20.06.2020).
11. Rui Zhang and Jinming Li China’s policies regarding next-generation sequencing
diagnostic tests In: Precision medicine in China. Science/AAAS, WashingtonDC, p 9.
12. Law of the People’s Republic of China on Conservative State sec // Url:http://
www.gov.cn/flfg/2010-04/30/content_1596420.htm (date of application:
20.06.2020).

13. The Regulations of the State Council of the People’s Republic of China No. 717
on the Administration of Human Genetic Resources of the People’s Republic of China,
adopted at the 41st Standing Meeting of the State Council on 20 March 2019, are
hereby promulgated and shall enter into force on 1 July 2019 // Url: http://www.gov.cn/
zhengce/content/2019-06/10/content_5398829.htm (date of application: 20.06.2020).
14. Law of the People’s Republic of China on cyber // Url: http://www.cac.gov.
cn/2016-11/07/c_1119867116_2.htm (date of application: 20.06.2020).

15. Date of interim approach to the management of human genetic resources: 10
June 1998 Source: Science and technology // Url: http://www.most.gov.cn/fggw/
xzfg/200811/t20081106_64877.htm (date of application: 20.06.2020).

16. The Head of the Ministry of Justice and the Ministry of Science and Technology
answered the press question on the Regulations of the People’s Republic of China
on // URL: http://www.gov.cn/zhengce/2019-06/11/content_5399059.htm(date of
application: 20.06.2020).

17. Guidance on Promoting and Regulating the Application and Development of Big
Data in Health Care by the Office of the State Council [2016] 47 // Url: http://www.
gov.cn/zhengce/content/2016-06/24/content_5085091.htm (date of application:
20.06.2020).

18. Ethical Review Approach to Biomedical Research Involving People // Url:http://
www.nhc.gov.cn/fzs/s3576/201610/84b33b81d8e747eaaf048f68b174f829.shtml
(date of application: 20.06.2020).

19. Decision of the China Human Genetic Resources Management Office of the
Ministry of Science and Technology to revoke two // Url: http://www.most.gov.cn/
tztg/201802/t20180206_138051.htm (date of application: 20.06.2020).

References

1. Kitay obsuzhdayet proyekt Grazhdanskogo kodeksa // Url://https://
rg.ru/2020/05/25/kitaj-obsuzhdaet-proekt-grazhdanskogo-kodeksa.html (data
obrashcheniya: 20.06.2020).

2. Troshchinskiy P.V. Pravovaya sistema Kitayskoy Narodnoy Respubliki: stanovleniye,
razvitiye i kharakternyye osobennosti // Vestnik Universiteta imeni O.Ye. Kutafina.
2015. N2 5.

3. Troshchinskiy P.V. Sovremennoye zakonodatel’stvo KNR: problemy i perspektivy
razvitiya // Zhurnal zarubezhnogo zakonodatel’stva i sravnitel’nogo pravovedeniya.
2016. N2 3 (58).

4. Konstitutsiya KNR ot 4 dekabrya 1982 g. // Url://https://chinalaw.center/
constitutional_law/china_constitution_revised_2018_russian (data obrashcheniya:
20.06.2020).

5. ChenY, Song L. China: concurring regulation of cross-border genomic data
sharing for statist control and individual protection [published correction appears
in Hum Genet. 2018 Aug 17]. Hum Genet. 2018. N2137(8).S.605-615. doi:10.1007/
s00439-018-1903-2.

6. China to promulgate more rules to expedite approvals for genetic resources
administration // URL: https://www.morganlewis.com/pubs/china-to-promulgate-
more-rules-to-expedite-approvals-for-genetic-resources-administration
(dataobrashcheniya: 20.06.2020).

7. Chinese authorities collecting DNA from all residents of Xinjiang // Url://https://

lMpobnemsbi npasa N° 3 (77)/2020

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

www.theguardian.com/world/2017/dec/13/chinese-authorities-collecting-dna-
residents-xinjiang (dataobrashcheniya: 20.06.2020).

8. Du L. Wang M. Genetic Privacy and Data Protection: A Review of Chinese Direct-
to-Consumer Genetic Test Services https://doi.org/10.3389/fgene.2020.00416.
9. Kolata G., Wee Sui-Lee, Belluck P. Chinese Scientist Claims to Use Crispr to
Make First Genetically Edited Babies // Url:// https://www.nytimes.com/2018/11/26/
health /gene-editing-babies-china.html (dataobrashcheniya: 20.06.2020).

10. McDonell S. Privacy concerns as China expands DNA database // Url://https://
www.bbc.com/news/world-asia-china-39945220 (dataobrashcheniya 20.06.2020).
11. Rui Zhang and Jinming Li China’s policies regarding next-generation sequencing.
12. Zakon Kitayskoy Narodnoy Respubliki o konservativnom gosudarstve sec //
URL: http: //www.gov.cn/flfg/2010-04/30/content_1596420.htm (data primeneniya:
20.06.2020).

13. Nastoyashchim publikuyetsya Reglament Gosudarstvennogo soveta Kitayskoy
Narodnoy Respubliki N2 717 ob upravlenii chelovecheskimi geneticheskimi resursami
Kitayskoy Narodnoy Respubliki, prinyatyy na 41-m Postoyannom zasedanii
Gosudarstvennogo soveta 20 marta 2019 goda. vstupayet v silu 1 iyulya 2019 g.//
URL: http://www.gov.cn/zhengce/content/2019-06/10/content_5398829.htm (data
podachi zayavki: 20.06.2020).

14. Zakon Kitayskoy Narodnoy Respubliki o kiberprostranstve // URL: http://www.
cac.gov.cn/2016-11/07/c_1119867116_2.htm (data primeneniya: 20.06.2020).
15. Data vremennogo podkhoda k upravleniyu geneticheskimi resursami cheloveka:
10 iyunya 1998 g. Istochnik: Nauka i tekhnologii // URL: http://www.most.gov.cn/
fggw/xzfg/200811/t20081106_64877.htm (data zayavka: 20.06.2020).

16. Glava Ministerstva yustitsii i Ministerstva nauki i tekhnologiy otvetil na vopros
pressy o Reglamente Kitayskoy Narodnoy Respubliki na // URL: http://www.gov.cn/
zhengce/2019-06/ 11 / content_5399059.htm (data obrashcheniya: 20.06.2020).
17. Rukovodstvo Gosudarstvennogo soveta po prodvizheniyu i regulirovaniyu
primeneniya i razvitiya bol’shikh dannykh v sfere zdravookhraneniya [2016] 47 //
URL: http://www.gov.cn/zhengce/content/2016-06/ 24 / content_5085091.htm
(data obrashcheniya: 20.06.2020).

18. Podkhod eticheskoy ekspertizy k biomeditsinskim issledovaniyam s uchastiyem
lyudey // URL: http: //www.nhc.gov.cn/fzs/s3576/201610/84b33b81d8e747eaaf0
48f68b174f829.shtml (data podachi zayavki: 20.06.2020).

19. Resheniye Upravleniya po upravileniyu chelovecheskimi geneticheskimi resursami
Ministerstva nauki i tekhnologiy Kitaya ob otzyve dvukh // URL: http://www.most.
gov.cn/tztg/201802/t20180206_138051.htm (data obrashcheniya: 20.06. 0,2020).

CYPAHOBA TaTtbsiHa puropbeBHa, kKaHANLAT MEOVULMHCKNX HAYK, OOLEHT,
npodeccop kadpenpb! MMrneHbl, dNUAEMUONOTNN U NHPEKUMOHHBLIX 3aboneBaHnin
AkageMunn noctamnnomMHoro obpasoanusa Grey GHKL, GMBA Poccumn. 125371,
r. Mockea, Bonokonamckoe wocce, gom 91. E-mail: suranovatatiana@mail.ru

3EHWH Cepreii CepreeBu4, kaHanaaT lopuaANYECKUX HayK, AOLUEHT, AOLEHT
kadenpbl KOHCTUTYLVMOHHOIO U MyHULMNANbLHOro npasa MOCKOBCKOIo rocy-
[0ApPCTBEHHOro opuanyeckoro yHmeepcuteta um. O.E. KytadwunHa
(MTHOA).123995, MockBa, yn. Capgosasa-KyopuHckas, gom 9.
E-mail: zeninsergei@mail.ru

CYBOPOB leopruiit Hukonaesun4, npopektop no o6wwmm Bonpocam Aka-
aemMum noctaunnomMmHoro o6pasoBaHus Orey OHKL, PMBA Poccun. 125371,
r. MockBa, Bonokonamckoe wocce, nom 91. E-mail: ipk6019086@yandex.ru

SURANOVA Tatyana, candidate of medical Sciences, associate Professor,
Professor of the Department of hygiene, epidemiology and infectious diseases
of the Academy of post-graduate education of the Federal state budgetary
institution of FMBA of Russia. 125371, Moscow, Volokolamsk highway, house
91. E-mail: suranovatatiana@mail.ru

ZENIN Sergey, Candidate of Legal Sciences, Associate Professor, Associate
Professor of the Department of Constitutional and Municipal Law, Moscow State
Law University named after O.E. Kutafina (Moscow State Law Academy). 123995,
Moscow, st. Sadovaya-Kudrinskaya, house 9. E-mail: zeninsergei@mail.ru

SUVOROV Georgy, Vice-rector for General Affairs of the Academy of
postgraduate education of the Federal state budgetary institution of the Russian
Federation. 125371, Moscow, Volokolamskhighway, house 91.
E-mail: ipk6019086@yandex.ru.

Problemy prava (Issues of Law) founders journal N° 3 (77)/2020




DOI: 10.14529/pro-prava200312 M N2 3(77)-2020. c. 87—96

YAK 346.7:575.113

CypaHnoBa T.I"., 3eHuH C.C., CyBopoB I'.H.

OCHOBHBIE NOAXOAbI K NPABOBOM
PEFJIAMEHTALIUM NPOLLECCOB XPAHEHMA,
AOCTYINA U 3ALLMUTDHI AAHHBIX
NMOJIHOFEHOMHOIO CEKBEHUPOBAHMA

B SAPYBEXHbLIX CTPAHAX!

Suranova T.G., Zenin S.S., Suvorov G.N.

THE MAIN APPROACHES TO THE LEGAL

REGULATION OF THE PROCESSES OF STORAGE,

ACCESS AND DATA PROTECTION OF GENOME
SEQUENCING IN FOREIGN COUNTRIES?

PaspaboTka 00LLeri KOHLENLun npaBoBoOro PerynMpoBaHus rnpoLiecCoB Xpa-
HeHVs1 4OCTyrna v 3aLUnTbl AaHHbIX MOJIHOreHOMHOIro CeKBeHUpoBaHus B Poccum
J0/IKHA CTPOUTBCS HA OCHOBE MPUHLMIMOB Y 3aKOHOMEPHOCTEN, CHOPMUPOBAH-
HbIX HE TOJIbKO Ha YPOBHE MEXAYHAPOAHbIX JOKYMEHTOB, HO 1 ONbiTa roCyAapcCTB,
3aHUMAIOLLINX TNANPYIOLLUNE MO3ULIMM B 3TOV cepe. Beuay Toro, 410 nosHOCTbIO
MAEHTUYHBIX HALIMOHA IbHbIX MPaBOBbIX CUCTEM HE ObIBAET, CAeayeT rnpu3Harb u
OTCYTCTBUE YHUBEPCAJIbHbIX PELIENTOB MNPV PELenuun TeX W UHbIX MPaBOBbIX
WHCTUTYTOB. AHa/1n3 PakTM4eCcKou peanndaumy PasandHbiX noaxo408 v Iopuan-
4eCcKuX TEXHWK, UCM0JIb3YEMbIX 4Jis paspeLueHns npobem B yka3aHHOV cepe,
noMoxeTt nsbexarb oLnbOK U CHOPMUPOBATL KIIOHEBBIE TOYKMU A/ CO3AaHUS
onTUMa’sibHOV MOAEIN PaLnNOHaIbHON HOPMOTBOPYECKON AESITE/IbHOCTH, Npea-
JIOXUTb M0AX0AbI, CIIOCOObLI Y MPUEMbI PETYNPYIOLLIErO BO3AEHCTBUS, KOTOPbIE B
JZasibHevillemM MOXHO OyeT NCro/ib30BaTb B OTEYECTBEHHOW NpaBoBOV CUCTEME.

KnrouyeBblie csioBa: rosiHOreHOMHOE CEKBEHUPOBAHNE, KOHLEMNUMS rnpaBoBo-
ro perynnpoBaHus MPOLECCOB XPaHEHWS AOCTyNa v 3alUTbl FEHETUYECKUX AaH-
HbIX, MPaBOBbIE Y1 ATUHECKNE MPUHLNIBI Y HOPMbI [PY OCYLLIECTBIEHUN FrEHETNYE-
CKOro ckaHupoBaHusi, rnpobsemMbsl KOHOUAEHUMAIbHOCTU MPU UCMOIb30BaHUN
repCcoHasibHbIX FEHETUYECKUX OaHHbIX, JIeYUTb UM ONTUMU3NPOBATbL Pacxosbl

CUCTEeMbl 340paBOOXPaHeHVs.

The development of a general concept of legal regulation of access storage
processes and data protection of genome-wide sequencing in Russia should
be based on the principles and laws formed not only at the level of international
documents, but also the experience of leading countries in this field. In view of
the fact that there are no completely identical national legal systems, the ab-
sence of universal recipes for the reception of certain legal institutions should
be recognized. Analysis of the practical implementation of various approaches
and legal techniques used to solve problems in this area will help to avoid mis-
takes and form key points for creating an optimal model of rational lawmaking,
suggest approaches, methods and techniques of regulatory impact that can

later be used in domestic legal system.

Keywords: genome-wide sequencing, the concept of legal regulation of
access storage processes and the protection of genetic data, legal and ethical
principles and norms in the implementation of genetic scanning, confidentiality
problems with the use of personal genetic data, to treat or optimize healthcare

system costs.

' WccnenoBanuve BLINMOMHEHO NPy GUHAHCOBO noaaepkke Poccuitckoro gporaa GpyHaaMeHTanbHbIX Uccne-

nosaHuii (PODU) B pamkax Hay4Horo npoekta N2 18-29-14037.
2 The reported study was funded by RFBR according to the research project N2 18-29-14037.
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PazpaboTka obLier KoHuenuuu npaBo-
BOr0O peryimpoBaHns NpPOLLECCOB XPaHEHUS,
[OCTyna 1 3aliUTbl JaHHbIX MOSIHOreHOMHO-
ro cekBeHMpoBaHus B Poccun gomkHa cTpo-
MUTbCS Ha OCHOBE MPUHLIMMNOB 1 3aKOHOMEpP-
HOCTEeN, CHPOPMUPOBAHHbLIX HE TONIbKO Ha
YPOBHE MeXAyHapOoAHbIX AOKYMEHTOB, HO U
C Yy4eTOM OnbiTa rOCYyAapcTB, 3aHUMAIOLLINX
nuampyiolime no3vumm B aTon chepe. Bau-
Oy TOro, 4TO NOJSIHOCTbIO MOEHTUYHbBIX HALN-
OHasbHbIX MPaBOBbIX CUCTEM He OblBaeT,
cnepyet NpusHatb U OTCYTCTBUE YHMBEP-
Ca/ibHbIX PELLENTOB NPY peuenumn Tex nim
VMHbIX MPABOBbIX MHCTUTYTOB.AHaNN3 npak-
TUYECKOW peann3aumn pasinyHbIX MoaAxXo-
DOB U IOPUONYECKNX TEXHUK, MCMOJIb3YEeMbIX
ONs paspelleHns npobnem B yKa3aHHOM
chepe, nomoxetr uzbexarb OWMOOK W
chopMmnpoBaTb KJOYEBbIE TOYKW AJ1si CO3-
DaHVEa NPUEMIEMON MOOENN PALMOHANTBHON
HOPMOTBOPYECKON OeATENbHOCTU, NPpeao-
XWTb NOOX0A4bl, CNOCOObI 1 MPUEMbI Perysnm-
pytoLero BO34eNCTBUS MPUMEHUTENBHO K
0TEeYEeCTBEHHOW NMPaBOBOW CUCTEME.

O6LWEen3BECTHbIM ABNAETCHA TOT GakT, 4TO
npaso Bcerga GopMmpyeTcs Ha OCHOBE Co-
XUBLUENCS B 06LL,ECTBE CUCTEMbI HOPM, 3TU-
yeckasi COCTaBnsolWas KOTOpbIX, MOMWUMO
COAEPXaHNST OTHOLLEHWI,yKa3blBaeT HaomM-
TUMasnbHbIE KPUTEPUU MPUEMIEMOCTU U
npenensl PeryampoBaHns B TOW UAN UHOWN
coepe. loen rymaHmama, cnpaBeaiMBoCTH,
pPaBEHCTBA, YBAXEHWS eCTECTBEHHbIX MPaB U
cBobop 4yenoBeka Bceraa BolcTynann Hanbo-
fiee 3Ha4YMMbIMU OPUEHTUPaMK NPaBOBOro
perynMpoBaHMsi  COBPEMEHHOro  obuie-
CTBEHHOr0 YCTPOWCTBA.

MccnepoBaHusa B cpepe NOHOreHOMHO-
ro CEKBEHUPOBAHWS, OCHOBaAHHbIE Ha yCTa-
HOBJIEHMM MOJIHOFO FrEHOMa OMNpeaesIeHHOro
yefsioBeka, Moryt B 0603pvmom Oyayuliem
MO3BOJINTb Ha KAYE€CTBEHHO HOBOM YPOBHE
paspeliatb NpobnemMbl, CBA3aHHbIE C NMOBbI-
LUEHMEMYPOBHS POXOAEMOCTM, MPOAOSIKN-
TENIbHOCTU >KM3HW, MOBLICUTH B LIEIOM €ee
Ka4yeCTBO, NePenTn K NPELN3NOHHON Meau-
LIMHEe, CHMU3WB Harpy3Ky Ha CMCTeMy 34paBo-
OXpaHeHus, pa3obpaTbCa B MpUYMHAX Ha-
CNeACTBEHHbIX 3aboneBaHuni, Hay4nTbCs
KynMpoBaTb UX 1 MHOTrOe Apyroe.

OpHako, B pamMkax MnpaBOBOW CUCTEMbI
noboro rocynapcTea M3HadvanbHO HEOOXO-
OMO OyAeT pa3peLlunTb BO3HUKAKOLLYO AN-
nemMmy, nmetowyto rnybokoe dunocopckoe
copepxaHme. C OoHOM CTOPOHbI, C MOMO-
Wb MOJIHOFrEHOMHOIO CEKBEHMPOBAHUSA
MOryT ObiTb BbISIBJIEHbI 3abofieBaHus, a B
JanbHenLweM nNosBAaTCSa U NPOTOKOSbI ieye-
HUS, CUMMTOMbI KOTOPbIX HACTONBLKO cnabo
BbIP@XEHbl, Y4TO OHW HE yXyAwawT 06
YPOBEHb XW3HW YesoBeka M Ha MOMEHT
noeHtTndumnkaumm B GapMakosiormyeckomn

KOPPEKLMN HE HYXOaloTCs. PackpbiTne aTom
vHdopMaumn NaumMeHTam MOXET cTaTb Npu-
YUHOWN TUNEPAMArHOCTUKN N YPESMEPHOIro
JNIe4eHNs1, KOTOPOE MOXET MPUYMHUTL BPEL,
NaLneHTy 1 3HAYUTENbHO YBENNYNTbL 3aTpa-
Tbl K&K BHYTPU CUCTEMbI 34PpaBOOXPaHEHUS,
Tak 1 3a ee npegenamm (Hanpumep, 4onon-
HUTENbHbIE BU3UTbI K Bpayy, OCNOXHEHNE
NpyY CTPaxoBaHUW XU3HW, OAONONHUTENbHOE
TeCTUPOBaAHME APYrMX YNEHOB CEMbU 1 OP.).

C ppyrom xe CTOPOHbI, 3TO MOXET CTaTb
OCHOBaHVEM OJ19 3aMasynBaHus CyLLEeCTBY-
IoLWMX NPOoBAEM CO 300POBLEM, U, KakK pe-
3ynbTat, cTaTb LEeSbiM HanpaBieHnemM ans
COOTBETCTBYIOLLEN «ONTUMMU3ALUM PaACXO-
[OB» CUCTEMbl 34pPABOOXPAHEHUS. Takum
obpa3oM, HOpPMaTMBHO YCTaHOBJIEHHbIE
«CTaHOApTbl 340POBbSA» MOMYT CTaTb OCHO-
BaHVMEM [JJ19 COKpaLlEHUA COOTBETCTBYIO-
LMX AMarHOCTUYECKMX MPoLenyp, 1 naTtono-
rms ctaHeT HopmoW. MHormve 3apybexHble
nuccnenoBaTtenn oTMedaroT M3aMeHeHne 06-
WEeN napagnrMmbel 30paBOOXPAHEHNSA OT Cy-
LLECTBYIOLLEN paHEE MOAENN «N3NTIEHEHNSA OT
00Ne3HN» K MPOrpeccupyioLleri B HacTos -
lee BpemMs «pPeHTabeslbHOCTU MeOuLMH-
ckon ycnyrmu»[1, 3]. Hanpumep, nerkas ru-
neprinkeMms B HACTOSLLLEE BPEMS ABNSAETCS
OnabeTtom, a yTBepXAeHHble KpUTepum rm-
NepxosieCTEPUHEMUM  COMNacHO YCTaHOB-
JIEHHOrO CcTaHgapTa NoKasbIBalT, YTO 3TUM
3aboneBaHneM CTpagaeT rno KpanHem mepe
25% amepukaHLEeB. He BbI3bIBAET COMHEHUS
M apryMeHT, COrnacHO KOTOPOMY C TOYKU
3PEHUS KJIMHNYECKOWN MPaKTUKN YTOYHEHME
KPUTEPUEB 300POBbA, OTMNYAIOLLMX HOPMY
OT NaTonorum, OCyLECTBNSETCA Ha OCHOBE
BbISIBJIEHHbLIX (PAKTOPOB, ABASAIOLMXCA Map-
Kepamuy OyayLimMx OC/IOXHEeHU aaxe B TOM
cnyyae, Korga camMmm naumeHTbl HE YyBCTBYIOT
cTpapaHun [4].

YuntbiBas BblllECKa3aHHOE, OTMETUM,
4YTO MNPaBOBOE PEryaMpoBaHNE MEONLNH-
ckom cdepbl B 1l0OOM rocyaapCcTBe OCHOBbI-
BaeTCHd Ha psae GpyHOAMEHTaNbHbIX 3TU4e-
CKMX LLIEHHOCTEN 1 HOPM, KOTOpPbIE Bbipaxa-
I0TCS B HEO0MYCTUMOCTM pasrnalleHuns Bpa-
yeOHOW TaWHbl, OTKa3a B OKa3aHUW Meau-
LLMHCKOM NMOMOLLM, OTBETCTBEHHOCTU Nepes,
nauMeHToOM 3a OKa3aHHyl MOMOLb M T.O.
[5].TexHoNnorms NOMHOrEHOMHOIO CEKBEHU-
poBaHUSI HABNASIETCHA A0CTAaTOYHO HOBOW U
crneunduryeckon obnacTblo MCCneaoBaHUM,
4yTo 0OycnaBnMBaeT HEOOXOAVMMOCTb YTOY-
HEHUS ee HOPMATUBHbIX N STUHECKMX FPaHNL,
BBUAY CreumndurKky caMom FreHeTUYECKOM UH-
dopmauum [6, c. 64-71].

AHanmM3 CoBPEMEHHOMN Hay4YHOW nuTepa-
TYpbINOKa3bIBAET TPV OCHOBHbIE MOAENN CO-
OTHOLLEeHus npaBa n 6noatukm:1) coumono-
rmyeckas Moaesnb — npaso NPU3HaeTcs He-
CNocobHbIM paspellaTb 3Tudeckue npoodne-
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Mbl, W, Kak CNneacTBue, CTaHAapTbl GUOSTUKM
paccmaTpuBaloTCs eAMHCTBEHHbLIM PEryns-
TOpoMm B cdepe buomeaunumHel; 2) dopma-
NMCTUYeckas Mogenb — NpaBo UrpaeT peLua-
IOLLLYIO POJib B PErYINPOBaHUM NOObIX 61O-
TEXHOJIOTMYECKUX BOMPOCOB, TakK KakK OHO
yCTaHaBAMBAET CaHKUUM 3a HapyleHune
HOpPMAaTUBHbIX NpeanucaHnin;3) nubepasnb-
Has MoAesb — NPaBO 3akpennsieT N1Lb He-
KOTOpble 06Lme BMo3TUYEeCKME MPUHLMMBI,
KOTOPbIE MO OTHOLUEHMIO K HOpPME 3akoHa
BbICTYNaloT B BWAE MPaBOBbIX 0Obl4aes, a
MOJIOXKEHNST 3aKOHA O4YepyYMBaIOT PaMKU, B
KOTOPbIX AENCTBYIOT MPUHLUMUMNBLI OUNO3TUKM
[7,c.67-70].

Mo Hawemy MHEHMIO, B paMKax NpeBanu-
pYOLLEN KOHUENUMN HOpMaTUBM3MaA, Mexa-
HM3Mbl MPABOBOIro PEeryIMpoBaHns crnocob-
Hbl NPMAATb 3TUYECKUM HOpMaM bonee nen-
CTBEHHbI Ccrnocob peanuaaumm 1 3aliuTbl,
NoO3TOMY NepBas MOAESb ABASIETCS HE BMNOJ-
HE yaa4yHOon.

dopmanucTnyeckmin noaxon, rnonaraem
TakXe HECOBEPLLEHEH BBUAY TOr0, 4TO HOP-
MOTBOpYeCKkas MalumHa noboro rocypap-
CTBa A0OCTATOYHO MHEPLMVOHHA, a 3HAYUT, Kak
npaBwo, onasapiBaeT 3a pasBMTMeEM obLLe-
CTBEHHbIX OTHOLLIEHWIA B TakOW ObICTPO pas-
BMBAIOLLENCA chepe Kak reHOMHOE CekBe-
HMpPOBaHMe. BBMAay 3TOr0 MOXET CNOXUTLCA
cuTyaumsl, Koraa ToT MY MHOM 3KCNePUMEHT
B cdepe reHetMkn He OyaeT npecTtynatb
dopmManbHbiX TpeboBaHMN 3aKoHa, HO IO
CBOEMY CoaepXXaHuio rpybo HapyllaTk 3Tu-
yeckune TpeboBaHus.

JlnbepanbHas Mopenb npencraBnsieTcs
Hanbonee yoa4yHom C TOYKU 3PEHUS TMOKO-
CTV MPUMEHEHNS 3aKOHOAATESNbHbIX U 3TU-
YECKMX HOPM, O0OHaKO (YHKUMOHUPOBAHUE
ee byaeT NPOAYKTUBHbLIM NPU HANNYMN YeT-
KOW FpaHuupbl Mexny HOPMaTMBHbIM Mpepn-
nACaHNEM M 3TUYECKOM HOPMOM, a TakXe
npu Hagsexawem KOHTPOsE Haf UX UCMos-
HEHMEM.

B kayecTBe npumepa cnenyeT npuBecTur
nccnegoBaHus nog, pPykoBoacTBOM  Xall-
35HbKyS1 13 KOXHOrO Hay4yHO-TEXHUYECKOrO
yHuBepcuteTa LUsHbwkaHa B Kutae, B pe-
3ynbTaTte KOTOPbIX HA CBET MOSIBUMUCHL NMep-
Bble JIETU C MICKYCCTBEHHO OTPEAAKTUPOBAH-
HbIM reHomoM [8].Peanusaums Takorobec-
4YeNOBEYHOro akcnepumeHTa B Knutae crana
BO3MOXHOIM B pe3ynbrate Toro, 4YTonewn-
CTBOBaBLUME HA TOT MOMEHT BpemeHHble
Mepbl MO YNPaBEHNIO YENOBEYECKUMU Te-
HETMYECKUMWN pecypcamu, BCTYNMUBLLUME B
cuny 10 mioHa 1998 ropga [9],3akpennsnm
BECbMa NMPOCTPAHHY CUCTEMY OEKTAPUPO-
BaHWS U PErNCTPaLLIMU SKCNEPUMEHTOB C re-
HETUYECKUMN pecypcamMm B KOHKPETHbIX 06-
NacTsx, a Takke CUCTEMY OTYHETHOCTU Nepeq,
COOTBETCTBYIOLLIMU nenaptameHTamu.

CaHkuMin 3a HapylleHne 3TO agMUHUCTPA-
TUBHOIO YCTAHOBMIEHNS HE ObINO.

DencteoBaBwive ¢ 1 pekabps 2016
r.«<Mepbl N0 aTn4yeckoMmy o063opy dmomeanm-
LIMHCKMX CCNeOoBaHNM C y4acTneMm noaen»
[10] B cTaTbe 18 ykasbiBanu Ha psa aTuye-
CKUX MPUHUWMNOB, KOTOPbLIM AOJIXHbI COOT-
BETCTBOBATb Takme OGMOMEAUUVHCKME UC-
cneposaHuvg: (1) npuHUMN MHPOPMUPOBAH-
HOro cornacus; (2) npuUHUMN ynpasfieHns
puyckamu, KOTOPbIA yKa3biBAeT HA NpPUopu-
TETHOCTb cOobnaeHNs npaB CyObLEKTOB Ha
Nn4Hyto 6e30NacHOCTb U 300POBbLE, U TOJb-
KO 3aTeM MAYT Hay4Hble, CoLUMarbHbIe 1 APY-
rve Bbirogpbl.OgHAKoO CaHKUMIA 3a Hapylle-
HME 3TUYECKMX MEpP KMTaMCKOe 3akoHOoOa-
TEeNbCTBO Takxke He coaepxasno. Panbcndu-
LIMpOBaB 3TUYECKNIA OMNYCK,UcCcneaoBaTesb
MPOBEST U3MEHEHME 3apOAbILLEBON JINHUN
3TUX OEeTEeN BHECH U3MEHEHWE B FEHOM U
BCEX MOCNEAYyoLMX MOKONEHWA, KOTOpble
rMNOTETUYECKN MOTYT Y HUX poauTbes. Mpu-
yeMm, nMpenckasarb NOCNEeACTBUSA Takux U3-
MEHEHUI Ha CErOAHSALIHUA MOMEHT BPSIA /N
npencTaBnsieTcss BO3MOXHbIM.

B pesynbrate 6binM HapyLlleHbl 6a30Bble
MPUHUMNbI, fiexalime B OCHOBE WUCMOJIb30-
BaHUS TEXHOIOMMN MOJIHOFEHOMHOIO CEKBE-
HMPOBAHUA C WUCMOJIb30BAHMEM TeHOMa
YenoBeka,Tak kak ero npaea 1 AOCTOMHCTBO
ABNISIIOTCS BbICLLEN LLEHHOCTbLIO 1 obnagatoT
HanbOoNbLINM NPUOPUTETOM HE 3aBUCUMO OT
LLenen nccnegoBaHns 1 ypPoBHS NOSyYeHNUs
HOBbIX 3HaHM. Camu nccnepoBaTenm OOXK-
Hbl HECTWU YCTaHOBJIEHHYIO3aKOHOM OTBET-
CTBEHHOCTb 3a 6/1arornosnyyne y4acTHUKOB,
BKJTIOHAS 3aLUMTY N CHUXKEHNE PUCKOB OT UX
yyactus B uccneposaHusix. Cornacue 00-
cnefyeMblix Ha UccneaoBaHue A0SIKHO ObITh
MHOOPMUPOBAHHBLIM, AO0OPOBOILHEIM U MO-
CTOSIHHbIM, NPV 3TOM YYaCTHUKM WUMEIOT
npaBo 3HaTb WMHGOPMALMIO, KacaloLLyloCcs
X 300POBbS, U UMETb OOCTYN K Hen. [on-
XeH OblTb 06ecrneyeH Hagnexalimin ypoBeHb
KOHPUAEHUMANBHOCTU KaK Y4aCTHUKOB MOJ-
HOFEeHOMHOIr0 CEKBEHUPOBAHUS, TakK 1 Mosy-
4aemMom NepCcoHNGULMPOBAHHON MHPOPMa-
LMW, YCTaAHOBJEH 3anpeT OUCKPUMUHALUMN
Ha OCHOBaHUN FrEHETUYECKON MHpOpMaLN.
Coo6LWEeCTBO U YyHaCTHUKM MCCnenoBaHui
DOJKHbI ObITb NPOVHAOPMUPOBaHLI 06 00-
e NONNTUKE NCCNEeA0BaHUA U MEXAHN3ME
BO3BPALLEHMANOJlyHaeMbIX Pe3ynbTaTtoB, a
camu pesynbTaTtbl JOKHbI MICNOMb30BaTbLCA
05 00LecTBeHHOro 6nara, 4To noapasymMe-
BaeT MpPO3pPayHOCTb U MyONNYHYIO OTBET-
CTBEHHOCTbCaMMX  uccnegosatenen  3a
CBOI0 paboTy.

Kntanckoe npaBuTenbCTBO ONepaTmBHO
oTpearnpoBaso Ha nybavkauuio mMartepua-
noB Xal3aHbkys, npnHaB HOBOe [lonoxeHne
006 ynpaBfeHMn 4enoBeYeCKUMUN reHeTu4de-
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cknumm pecypcamn[11]. OgHako cooTBeET-
CTBYIOLWEN CTaTbM B YrOJIOBHOM KOAEKCE
3TOro0 rocygapcrea Mnoka HE MOSBUMIIOCH,
TOJIbKO WTPadHbIE CAHKLMN.

Ha cerogHsaWwHMn MOMEHT 3anpeT Ha 1C-
NoJSib30BaHNE METOA0B PEOAKTUPOBAHUS re-
HOMa B 4enoBeyeckux amOpuoHax, snue-
KNeTkax nnu cnepmaro3oungax, npegHasHa-
YEeHHbIX A8 UCMOSb30BaHUS MpU PasMHO-
>XEHUW, YCTAHOBJIEH BO MHOXECTBE CTpaH:
Benukobputanmn, KaHage, Bpasunun, Be-
nnkobputanun, PpaHumm, Hupepnangax,
Bbenbruun, lfepmanum, MHoun, KOxHo Kopee,
AnoHunn n Asctpanun [12].

leHeTuyeckne TexHosorMm obHaxatoT
npobnemMy oUCKPUMMHALMM MO NPU3HaKy re-
HeTn4yeckoro 3abosieBaHus, a Takxke 3alm-
Tbl YEIOBEYECKOro A0CTOMHCTBA. BonbLVH-
CTBO CTpPaH, He 3aBMCMMO OT Tna NpaBoOBON
CUCTEMbI HA YPOBHE OTAE/IbHOrO HOpMaTKB-
HOro akTa 3akpenunu 3anpeT Takon AUCKPU-
MWHALUMM He TOJNbKO Yy 06cneayemMoro nuua,
HO 1 €ro reHeTN4ecKoro poacTBEHHMKA (3a
ncknodeHnem Kntas). NMpruatom ncnonb3o-
Ba/ICb PasfinyHble N0AX0bl.

B BenukobputaHum B pamkax rocynap-
CTBEHHOM NpOrpamMmbl, HamnpaBiieHHOW Ha
yayyleHne OENCTBYIOWEN CUCTEMbI 3apa-
BOOXpaHeHus, OblM CO34aHbl  rocyaap-
CTBEHHbIE LIEHTPbl FEHOMHOW MeAULMHbI
(NHS),koTopble ocylecTBnsioT coop, obpa-
60TKY U XpaHEHNE TEHETUHYECKNX AaHHbIX Ha
OCHOBaHMM MHMOPMUPOBAHHOIO COracus
obcrnenyemblx.PykoBoACTBYACH Mpuopute-
TOM Ny6AMYHOrO MHTEepeca Hapn, Y4acTHbIM,
OpuTaHckaas cucTemMa 34paBOOXPaHEHUS
CKJIOHSIET IFpaxjaH K nepegadve reHertmye-
CKOWN MHpopMaumm, kKotopasi No3BOSIET MNO-
HATb B3aMMOCBA3b MeXAy U3MEHEHUS MU B
reHoOMe 1 300POBbEM HEJIOBEKA, ANArHOCTU-
pPOBaHUM penkmx 3aboneBaHnn N Haxoxne-
HUs 6osiee BEPHbIX METOAOB NiedeHus [14].
AHanornyHbli nogxon HabnoOaeTca 1 B KU-
TanCcKOW NPaBOBOW CUCTEME, NpU ropasno
6onee xyauem HOpMaTUBHOM UCMOJTHEHNUM.

B CLLIA 3akoH 0 HegucKkpUMmHaUmm oen-
cteyeT ¢ 2008 ropa [15],npuyem o0
Nnoaxon, K KOHUENuUUU 3alimnTbl JaHHbIX Obla
BbIBEEH U3 YeTBepPTOM nonpaskn K KOHCTH-
Tyummn CLUA, 3awmwatowien niogen ot Heo-
©0CHOBaHHbIX 0ObLICKOB U U3bATUI N 3aKkpe-
NASOLWNIA Takum 06pa3omM HEMPUKOCHOBEH-
HOCTb YaCTHOW XW3HW [16].

B Eponeinckom Coto3e ¢ 27 anpens
2016 rona nencreyeT PernameHTt
N2 2016/679 EBponeickoro napnameHTta u
CoBeta EBponeiickoro Cotw3za «O 3awmrte
dusmyeckmx nuy, nNpu obpaboTke nepco-
HaslbHbIX AAaHHbIX U 0 cBOGOAHOM obpatlle-
HUW TaknX OaHHbIX, a Takxe 06 oTMmeHe Oun-
pektmBbl 95/46/EC [17], KOTOpbIN Hanpae-
JIEH Ha 3aLMTY YHAaCTHMKOB rEHETUYECKUX U

rEHOMHbIX UCCNEeA0BaHN N 3aLLNTY UX NMPaB
1 ceobon, KoTopble,0AHako, B PSAe C/ly4aen
MOryT OblTb HapyLleHbl B 3aBUCUMOCTU OT
cdhepbl NCNOB30BAHUS TAKUX AAHHbIX.

®dpaHLy3ckoe HaunoHaslbHOEe 3aKoHOoAA-
TeNbCTBO OTAMYAETCSA HANBOJbLLIEN XECTKO-
CTbliO B BOMPOCE pernaMmeHTaunm reHeTmye-
CKMX WCCNeOoBaHWN Cpeaun BCEX CTpaH-
yneHoB EBponerickoro cot3a. 3akoH OT 6
aBrycta 2004 roga N2 2004-800 «O 6103Tun-
ke» [18] BHeC n3ameHeHnsa B ctatbio 16.13
rnasbl |l FpaxpgaHckoro kogekca dpaHumn,
COrnacHO KOTOPOW HUKTO HE MOXET NoaBep-
FHYTCS ONCKPUMMHALMN N3-3a ero reHeTu-
yeckmx xapakrepnctuk.A ctatea 16.10 ato-
ro HOpPMaTMBHOIO [OOKYMEHTa pa3peLluaeT
reHeTnyecKkme TeCTbl TOJIbKO B ABYX CyvasX:
€CNN OHO HAa3HAYeHO Cyaben, a Takxe npu
HeobXoOMMOCTU MUCCNefoBaHuUs Mo Meau-
UMHCKMM nokasaHuam [19]. lMNpaBma BO-
®paHumm paboTHUK 34paBOOXPaHEHUS TaK-
X€e MOXET HapywaTb KOHPUAEHUMANTBHOCTb
CBOMX MNaAUMEHTOB B WHTEpecax WX popa-
cTBeHHnkoB [20], 4TO, B CBOW O4epenpb,
npepnonaraetT paspelleHne Borpoca o
BKJIIOYEHUN 3aKOHOAATE IbHOM 0093aHHOCTHU
NMOBTOPHOW CBSA3U C ObIBLUMMMW MaLMeHTamMm
B CJlydae BbISIBIEHUW HOBbIX OAHHbIX, KOTO-
pble MOTyT MMETb MNOTEHUMANbHYIO 3Ha4n-
MOCTb [J151 340PO0Bbs 1 61Aronosyyns ¢ yve-
TOM HOBbIX Hay4YHbIX OTKPbITUI B 3TOM chepe
[21].

B rocypapctBax CO CMeLUaHHbIMK Mnpa-
BOBbIMW CUCTEMaMW pas3peLleHne ykasaH-
HbIX NPOGJSIEM OCYLLECTBNSIETCA B 3aBUCU-
MOCTM OT CJIOXMBLUNXCS HOPMAaTUBHbIX Npa-
BU N TPAANLMOHHBIX YCTAHOBIEHUIA.

B V3pawnne npasa 4yenoBeka B OTHOLUE-
HUKM nx 06pasuos AHK 1 nonyyeHHOM 13 H1UX
reHeTM4eckon nMHpopMaLMmM 3aLMLLEHbl 3a-
KOHOM O reHeTu4yeckom nHpopmauum 5761-
2000 [22]. BTOT AOKYMEHT OXBaTbiBAeT OC-
HOBHbIE aCMeKTbl NPOBEAEHUS FTEHETUYECKNX
TECTOB, a TakXke NopsaokK NpesocTaBneHns
nHdopmMauum oo 1 nocne noboro TeCTMpo-
BaHUS.

OTHOLWEHME N3PansibCKOro HaceneHns K
reHeTM4eCkOMy TECTUPOBAHWIO AnddepeH-
LMpyeTCsd, Kak Nnpasuio, B 3aBUCMMOCTU OT
pasnuyunin B CTEMEHN PEIMTMO3HOCTU N CNO-
KUBLUMXCS KYNbTYPHbIX Tpaauunii.B ynstpa
OPTOAOKCANIbHOM UYOENCKOM COOOLLECTBE
npeanoyYTeHne, Kak npasuino, oTaaeTca Ao-
OpayHOMy reHeTU4eCKOMY TECTUPOBAHUIO, a
HE y4aCTuIO B CKPUHMHIE UM TECTUPOBAHNU
Ha OepemMeHHOCTb.Micnamckoe 3akoHoda-
TeNbCTBO TakXe A0oMNycKaeT npepbiBaHme b6e-
PEMEHHOCTU B Clly4asix, eCqim OHO nNoasep-
raet OnacHOCTU XN3Hb MaTepu, NPUYEM, NO
MHEHMIO PAAa PESIMrMO3HbIX OPraHoB, B Cly-
yae Taxenoro 3abonesaHus naoga npepsbl-
BaHMe OGepeMeHHOCTN MOoXeT OblTb paspe-
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weHo po 120-ro pgHa 6GepeMeHHOCTWU,
M B pPAe MYCY/IbMaHCKUX CTPaH Mo 9TOMy
nosofy ObIN U3JaHbl PENNTMO3HbIE NOCTa-
HoBneHus (detra) [23, c. 75-84].

CoaepxuT psag, AMCKYCCUOHHBIX MOMEH-
TOB peanusaumsa npuHuuna KoHduaeHuu-
aNbHOCTU N MHDOPMMPOBAHHOIO COrnacus,
MMEIOLWMX NPUHUMNVANbHOE 3HAYeHVE ONd
dopMnpoBaHNa NOAX00B K HOPMATUBHOMY
pPEerynMpoBaHmio B 4acTu HeobXOAMMOCTU
nepegayn nHGoOpMauum O FEeHETUYECKOM
pUCKe OTAENbHBLIM NINLAM C Y4ETOM UX B3au-
MOAENCTBMS BHYTPU ceMbU. N 3aeck 3acny-
XVBaeT BHUMaHUS U3PanibCKUIA onbIT. 3a-
KOH O reHeTuyeckom nHpopmaumm Napanna
KOHKPETU3MpyeT 06CTOATENLCTBA, MPU KO-
TOPbIX MNEPCOHNPUUMPOBAHHAA FEHEeTMYe-
ckas uvHdopmMauma MOXET nepeaaBaTbCcd
(Chapter 3: Article B). O6bmeH nHpopmaum-
eli, No obLemMy NpaBuy, BO3SMOXEH TONbKO
MexXAy NPakTUKYIOLWVMK BpadamMu, 1N TOSTbKO
rnocne KoHcynastauum ¢ KommuteTom no atu-
K€, KOTOPbIN NPUHUMAET Takoe peLleHne Ha
OCHOBaHUM CRenylwmx NPUHUMNNANbHBIX
nosnioxeHun: 1) pasrnaweHne nepcoHndu-
LUMPOBAHHON rEeHEeTUYECKON WHOopMaunm
HeobXoAMMO AS1 NMoAdep>XaHUs 340POBbS
POACTBEHHMKA UNU ONS YITyHLIEHUSA COCTOS -
HUS ero 340pPO0Bbs, NPefoTBPaLLEeHNs cMep-
T, 60N1E3HU NN CEPLE3HON NHBATMOHOCTU
pPOACTBEHHMKA, BKJOYAa HE POAMBLLErocs
POACTBEHHMKA; 2) Nepegadya reHeTUYECKomn
nHdopmMaumn BbICTyNnaeT €OMHCTBEHHbLIM
crnocobomMm Ana  OOCTUXEHUS  YKa3aHHOW
BbiLLe LLenn; 3)B pedynbTaTte nepenaym reHe-
TU4eCcKon nHpopmMauum nonb3a Oas poa-
CTBEHHMKA O0/KHA ObiTb OONbLLE YeM pas-
Mep Bpeaa, NPUYUHEHHOIO COOCTBEHHUKY
Takom MHpopmMaunm, UM NpUYMHbI Hepas-
rnaweHns, NpUBEOEHHbIE NlevallleMy Bpady
CyObEeKTOM MNepCcoHasnlbHOW reHeTU4Yeckom
MHdOpMaLMK,He SBASIOTCS pasyMHbIMU NpKU
DaHHbIX obcToaTenbcTBax (Chapter 4:P. 20).
HopmaTtvBHOE 3akpenfnieHne paganpuHLn-
nuanbHbIX HOBaUMWA, OTNMYaeT 3TOT OOKY-
MEHT OT aHaJIOrMyHbIX 3aKOHOAATEJNIbHbIX
aKTOB, MPUHATBLIX B APYrMX CTpaHax: K poa-
CTBEHHNKAM OTHOCHTCS €Lle He pOoAMBLUME-
CA Ha CBeT MOTOMKW, noapasymeBasd, 4TO
MMEILLME HaACneacTBEHHble 3aboneBaHus
MOryT TpeboBaTb PackpbITUS Takol MHPOP-
MaLun; yHUKanbHO TpeboBaHME O COOTHO-
LWeHn nonb3bl K yuwepba nNpu packpbiTum
reHeTn4ecKonm nMHoopmaunm; PoACTBEHHUK
MOXET 3aKpbITb JOCTYMN K NePCOHNOULMPO-
BaHHOW reHeTmyeckorn nHdopmaumm, nony-
YEHHOW C MOMOLLbIO MOJIHOFEHOMHOIO CeK-
BEHMPOBAHUA, 3HAYMMOWM [ONS UHbIX POfa-
CTBEHHWKOB MpPW OTCYTCTBUW MPOTOKOJIOB
neveHus.

YHuKaneH sANOHCKUI OMnblIT HOPMATUBHO-
ro peryampoBaHuns B ON1cbLIBaeMon chepe.

HauuoHanbHbIN 3akoHO4aTeNb pa3padoTan,
Kak npencraBnsieTcs, Hambonee CNOXHbIA 1
onucaTesibHbli MexaHU3M Aa paspeLleHns
CUTYyaLMii, NpU KOTOPbIX reHeTnyeckas WH-
dopmMaums MOXET NepenaBaTbCs POACTBEH-
HMUKaM, NMpUYeM COBMECTHOE MCMOJib30Ba-
HVe pe3yNbTaToB reHeTU4YecKnx nccneanoBa-
HWI OTPaXeHO B ABYX AOKyMeHTax: OCHOBO-
nonaramLmx NpruHUmMnax nccnenoBaHns re-
HoMa venoseka oT 14 wmioHa 2000 r.[27] n
OTNYeCcKMX PYKOBOAALIMX MAPUHLUMNAX UC-
cnefoBaHUA reHoma 4enoBeka / aHanmsa
reHoB oT 29 mapTa 2001 roga [28]. OTn akTbl
B BOMPOCE pPACKPbITUArEHETUYECKOW WH-
dopmMauunm UCNOoNb3yOT pasnnyHble NoaxXo-
Obl B 4acTW MCMNOJSIb30BaHUSA pe3yfibTaToB
reHeTUYEeCKUX UCCNed0BaHUN, MOMYYEHHbIX
OT HECOBEPLUEHHONETHMX, BO3BpaTa MNony-
YEHHbIX Pe3ynbLTaToB Nnocsie cMepTn obene-
AoyemMoro, a Takxe BO3Bparta Mnoy4YeHHbIX
pe3ynbTaToB AOBEPEHHbLIM JIULIAM.

B OcHoBononaramowmx npuHumMnax mc-
cnepoBaHMa reHoma 4yenoBeka oT 14 uioHsA
2000 r. yka3blBaeTCs Ha NpocTenLee npaBu-
J10 TOro, MOXHO N1 NepenaBaTb pes3ynbTaThl
rEHETMYECKOr0 CKaHNPOBAHWS POACTBEHHN-
KaM — TOJIbKO KOF1a y4acTHMK JaeT CBoe cob-
CTBeHHOe pa3spelleHme. OHO UMeeT UCKITIO-
YyeHue, COracHO KOTOPOMY, €CY Ha OCHO-
BaHMM MOJIYHEHHbIX PE3YNbLTAaTOB  MOXHO
choenaTtb BbIBOJ, O TOM, 4YTO 4acTb reHeTu4ye-
CKUX XapaKTepUCTUK y4aCTHMKA CBSI3aHa Nnn
MOXET BblTb CBA3aHa C aTMonoruen 3abone-
BaHMs, TO Takasg MHOpmMaLMsa MOXET OblTb
nepeaaHa ero KpoBHbIM POACTBEHHUKAM MO-
cne nonyyeHus paspelwieHus ot Komurteta
no aTuke, TOJIbKO ecnu nNpodunakTuyeckme
Mepbl NN NevYeHne yxe Bbliv YCTaHOBEHDI
ON1s paccmartprBaemoro 3abosieBaHus.

B aTnyeckmx pykoBOAALMX MPUHLMMIAX
nccneaoBaHms reHomMma vyenoseka ot 29 map-
Ta 2001 r. ycTaHOBMEHBI NpPaBuna, KOTopble
NPUMEHSIOTCS KO BCEM FreHOMaM YesioBeka 1
aHanu3y reHos, npoBoaumblx nocne 2001
rofa v OCHOBaHbl Ha NPUHLMNAx, Haleawmnx
CBOE OTpaxeHue B npeablayLem OOKYMEH-
Te. CornacHo UM, AMPEKTOpP MO UccnenoBa-
HUAM He A0JSIXEeH, B MpUHUMNE, NMpU OTCYT-
CTBUW cornacus JoHoOpa, packpbiBaTb reHe-
TUYeCKkyl uHdopMauumio goHopa Ntobomy
nuuy, KpomMe goHopa. OgHako aTo obuiee
npaBuIo0 UMeeT psad AO0CTATOYHO CIIOXHbIX
WCKJIIOYEHUI, COrNacHO KOTOPbIM YYaCTHUK
nccnenoBaHus faeT cornacme Ha UCnonb30-
BaHWeE MoJly4aeMoil B pesynbtaTe UCCeno-
BaHUS MHDOPMaLMN B 3aBUCUMOCTM OT TOrO:
1) 3anpawmBaloTcsa N1 pedynbraTbl NOCPe -
HWKOM MO LOBEPEHHOCTU; 2) pe3ynbTaThbl 3a-
npaLnBatTCs BbIKUBLLIMM POACTBEHHUKOM
no kpoBwu; 3) peaynbTaTbl HECOBEPLUEHHO-
JIETHErO y4YacTHMKA 3anpawunBatoTcsa Mno-
CPeOHNKOM MO AOBEPEHHOCTU WU OUNPEK-
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TOp MO WCCNeaoBaHUSaM Ornpenensdet, 4YTto
Takoe cooblleHMe ABNSeTCcs yMecTHbiM. B
nepBoM cnyvyae nHdopmMaums packpbiBaeT-
Cs OOBEPEHHOMY NULY-NOCPEOHVKY, €CIun
OHO JaeT MHPOPMUPOBAHHOE cornacue
BMECTO A0HOpPAa, EC/IN CaM A0HOP Takoro co-
rnacus oatb HE MOXET.

B nepBom cueHapun, gonyckaeTca pac-
KpbITe unHOOpMauun  AnNLYy-NOCPESHUKY,
Kak iy, KoTopoe gaeT MHOOPMUPOBAHHOE
cornacme BMECTO JOHOPa B TOM Cllyyae,ecnm
camM OOHOp 3TOro caenatb He MoXeT. [pu-
4yeM, packpbITUe Takon nHpopmaumm oony-
CTMMO TOJIbKO MOCSIe TOro, Kak AMPEKTOP Mo
MCCnenoBaHMAM NPOKOHCYNbLTMpPYeTcs ¢ Ko-
MWUTETOM MO 3TUKe, U OyOeT yCTaHOBEHO,
47O, NMMBO cyLlecTByeT TpeboBaHMe 3aLUNThI
XU3HW, Tena unm cobCTBEHHOCTUN OTAEbHO-
ro nvua, ¥ HEBO3MOXHO MOJYYUTb cornacue
JOHOPOB, UNK CyLLEecTBYeT ocobasa noTped-
HOCTb B YyJydLleHNM OBLL,EeCTBEHHOIO 3apa-
BOOXPAHEHUS MPY aHaNIOrMYHOW HEBO3MOX-
HOCTW NONY4YUTb cOornlacne JOHOPOB.

Btopon cueHapuin npepycmatpuBaeT
packpbiTue uHdopMauMm ymepLuero pop-
CTBEHHMKA OCTaBLLUNMCS B XXMBbIX POOCTBEH-
HMKaM MNPV OCYLLLECTB/IEHNN COOTBETCTBYIO-
wero 3anpoca. [upekTtop nccnenoBartenb-
CKOrO Yy4peXxaeHuss COornacoBblBaeT CBOM
oTBeT ¢ KOMUTETOM MO 3TUKE N PeLLaeT BO-
npoc 0 HeOBXOANMMOCTM N 3HAYMMOCTM pac-
KPbITUS COOTBETCTBYIOLLEN MHDOPMauUn.

B Tpetbem cueHapuv npegycmaTpusa-
€TCs BO3MOXHOCTb AOCTYyMNa K FfEeHETUYECKOMN
MHdopMaumMn HECOBEPLUEHHONETHEIO MO
TpeboBaHWIO JOBEPEHHOMO Nnua. Mpu aTom,
€C/IN HeCOBEpPLUEeHHONEeTHUI gocTur 16-neT-
Hero Bo3pacTa, TO ANPEKTOP MO UccrnenoBa-
HUSAM OOJIKEH 3apy4MUThCS €r0 COrnacmem.

Mpuuem, ecnu cam OOHOP HE 3anpPoOCu
Takylo MHGOPMaLMIO, HO BbISBNIEHbI HaKTO-
pbl, KOTOpPblE yKa3sblBalOT Ha TO, YTO MOJy-
YeHHas reHeTnyeckas nMHpopmMaums C BbICO-
KOW CTEerneHbld BEPOSATHOCTU OKaXeT ce-
PbE3HOE BAUSHME HA XN3Hb POACTBEHHNKOB
JOoHOpa, 1 cyllecTByeT aPdEKTUBHLIN NPO-
TOKOJ1 NIeYeHusl, TO ANPEKTOP MUccnenosa-
HUS, MPOKOHCYNLTUPOBAaBWUCL ¢ Komute-
TOM MO 9TUKE, OO/KEH ONpeaenuTb, cneny-
eT NpouHdOPMUPOBaTb TakUX POACTBEHHN-
KOB, MCMONb3ys Cenylme YeTblpe KpuTe-
pus: 1) kKakoBa BEPOSATHOCTb TOr0, YTO pPOfA-
CTBEHHUKM CTPajaloT TakuUM e pacCTpoWn-
CTBOM; 2) HACKOJIbKO OH BJIMSAET Ha XU3Hb
pPOACTBEHHUKOB; 3) eCTb I 3P DEKTUBHBIN
MPOTOKON feyeHns; 4) NoBeYeT 1 3a Co-
60l1 0OBbSACHEHME POACTBEHHMKAM HapyLle-
HMe NHPOPMMPOBAHHOIO cornacus. Nocne
aHanmaa aTuxX KpUTEPUEB OVPEKTOP Uccne-
[OBaHWS OOJKEH NOMbITATLCA NOJSTY4UTh CO-
rnacve [oHopa npexzae 4Yem packpbiBaTb
MHdOPMaLMIO POACTBEHHMKAM.

Kak Buaum, TONbKO SINOHCKOE 3akoHOAA-
TeNbCTBO NpeaycMaTprBaeT HECKOJIbKO CLie-
HapueB, NO KOTOPbIM POACTBEHHUKN MOFYT
3anpawmBatb U NOayyYaTb pedynbraTbl reHe-
TUYECKNX NCCNEeoBaHUI UM HAaNPoTuB 005 -
3blBaeT MCCneaoBaTtenen 3HakoOMUTb POoa-
CTBEHHUKOB C MOJIYYEHHbIMU pe3ynbTatamu,
4yTO 63 COMHEHMs MokasdbiBaeT NpoayMaH-
HOCTb NPEAJIOKEHHON MOAENN NpPaBOBOro
perynnpoBaHuns B paccMaTpmBaemMon coepe.
lMocnegHee NogHMMAET BOMPOC O BbIMNOJIHU-
MOCTU Takux HOPMaTUBHbLIX TpPeboBaHUI C
no3nummn GUHAHCMPOBAHUS U BbIOENEHUN pe-
CYPCOB A1 TaKUX MePONPUATUIA, Tak KakK He-
CMOTPS Ha 00L1ee CHUXEHME LIEHbl CEKBEHM-
pOBaHVA reHomMa, TEM HE MeHee, OCTaeTcs
aKTyaslbHbIM BOMPOC O PaBeHCTBE AOCTyna K
reHOMHOW MEeANLIMHCKOMN NOMOLLN.

B Bonpocax nHdopMrpoBaHHOro corna-
cus BOMBLUMHCTBO 3apybeXxHbIX 3aKoHOoAa-
TeNbHbIX CUCTEM WUCMOJSIb3YEeT NEPCOHUDU-
LMPOBaHHbI NoaxoMa, NPy 3TOM cneayeT 06-
patnTb BHMMaHme Ha onbiT ABCTpanun. B
3TOM rocygapcTBe, MNOMMMO 3akoHa O KOH-
dupeHumnansHoctn 1988 roga [24], obmeH
reHeTn4eckom nHopmaumnen onga nposene-
HUS UCCNedoBaHU Takxke pPerynampyercs
ATUYECKUMU KOAEKCAMU, U MPUHLMUNAMMU,
yTBEPXAEHHBIMW HauuoHanbHbIM COBETOM
no 34paBOOXPaHEHMIO, a Takxe HaumoHanb-
HbIM 3a25IBJIEHNEM O 3TUYECKOM NOBEAEHNN B
nccnepoBaHusax denoseka (2007 r.)[25]. B
HEM ONs paspelleHns npobnemM yyactus B
reHeTn4eckux Tectax abopuUreHHoro Hace-
JIEHUS N XXNTENEN OCTPOBOB ToppecoBa Npo-
NMBa MCNOMb30BANICA Clenylwmn mexa-
HM3M. BBnay nx onaceHuin B reHeTU4ecKom
ONCKPUMUHALMU, U MMEKLWMXCa onpeae-
JIEHHbIX PACOBbLIX CTEPEOTUMNOB HAUMOHab-
HbIi COBET MO 34pPaBOOXPAHEHMIO U Meaun-
LMHCKMM WCCNeaoBaHMsaM MNpaBuUTeNbCTBa
ABCTpanuu 3akpenun aTU4Yeckme npasuna,
COrnacHo KOTOpbIM MOMUMO VHOMBUAOYaSb-
HOro cornacus Ha muccnegoBaHve, B psne
cny4yaeB Heobxogumo cornacue cooobule-
CTBa Ha MUCCneaoBaHMe C y4acTUEM KOPEH-
HbIX aBCTpanuinueB [26].

MooBoas nTor BCEMy BbiLLECKA3aHHOMY,
xoTenockb Obl caenatb psg BelBOOOB. [Mpe-
XAOe BCero, oxxmagaembli poct apHEeKTUBHO-
CTU CUCTEMbI 30PaBOOXPAHEHUNS] HEMbICSTUM
0e3 akTVBHOI POV rOCYyAapcTBa U COOTBET-
CcTBylOWMX 3aTpar. [lpnyem BCTpamBaHue
HOBOW CMCTEMbI AMArHOCTUKM U NIEYEHUNS 3a-
60s1EBAHUI C NOMOLLBID TEXHONIOTUA reHe-
TUYECKOro CKaHMPOBaHWS Heobxoaumo ¢
YY4ETOM M3MEHEHNST OOLLMX MPUHLMMIOB U B
LesioM napagurMbl COBPEMEHHOW CUCTEMBI
30paBOOXPaHeHns. OKOoHOMUYeckass 3d-
GeKTMBHOCTb 1 HaKkTopbl, Onpenensowme
CTOMMOCTb 3aTparT, JO/KHbl OCHOBbIBATb HA
npuMepe naen 0340PO0BJIEHNS.
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Mpn dopmMmMpoBaHMNCOBPEMEHHOIN Npa-
BOBOW CUCTEMbI B 4acTu perfiameHTauum
NMPOLECCOB XpaHeHus, AO0CTyna W 3aluThbl
[AHHbIX MOSTHOrEHOMHOI 0 CEKBEHNPOBaHUS-
06a30BbIM  OPUEHTUPOM, MNPENOMASIOLMM
nobble Noaxoabl, A0XHbI BbICTYNaTb Npasa
M OOCTOMHCTBO YesloBeKa Kak BbICLUEN LEeH-
HOCTW, 06nagaroLLen HaMbonbLLMM NPUOPU-
TETOM He 3aBMCMMO OT LeNIen nuccneposa-
HUS 1M YPOBHS MONYYEHUSI HOBbIX 3HAHWIA.
Bnarononyyne y4acTHUKOB TrEHETUYECKUX
nccnenoBaHuii Takke o06nagaet BbICLUUM

npuoputetToM. HapylieHne aTux 6as3oBbIX
COCTaBASAIOLMX OO/KHO MpedycMaTpusBaTh
COOTBETCTBYIOLLYIO OTBETCTBEHHOCTbL. O6-
cnemyeMble O0MXHbI OblTb NPONHGOPMUNPO-
BaHbl O TOM, B KakOM WCCJ/IefOBaHUN OHWU
NPUHUMAIOT yd4acTue, MOHUMaTb BO3MOX-
Hble PUCKM U UMETb BO3MOXHOCTb 3HAKO-
MUTbLCSH C pesy/bTaTaMu UCCenoBaHuii unm
0TKasaTbCa OT aToro. NepcoHndUUMpoBaH-
Haa reHetuyeckass MHGOPMAaLMA [O0KHA
ObITb KOHdUAEHUMANbHA, a obcnenyemblie
3alUMLLEHbl OT ANCKPUMUHALNN,
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OLLEHKA 3ATPAT U DKOHOMMUYECKOM
YODEKTUBHOCTU NOJIHOTEHOMHOIO
CEKBEHVPOBAHMSA B POCCUMM U 3APYBEXXHbLIX
CTPAHAX: DAKTOPHbLIA AHAJIU3!

Suranova T.G., Suvorov G.N., Zenin S.S.

ESTIMATION OF COSTS AND ECONOMIC
EFFICIENCY OF GENOME-WIDE SEQUENCING
IN RUSSIA AND FOREIGN COUNTRIES: FACTOR

ANALYSIS>

TeHaeHUMsT CHUXEeHUsT 3aTpar Ha oJIHOreHOMHOEe CEeKBEeHUpOBaHve, Ha-

bronaemasi B nocaeaHee aecsatnaetve, CTaBuT BOpoc O LesaecoobpasHoCTy
UHBECTULNV B CUCTEMY 34PaBOOXPAHEHWS PU MHTErpaLmmn 3TOM TEXHOI0M
B KJIMHWYECKYIO NpakTuky. Kpome Ttoro, Heobxoammo onpeaennts GakTopsl,
KoTopbie 6yay criocob6CTBOBATL CHUXEHMIO 3aTPar v CTUMYJINPOBATL AOMOTHU-
TeJIbHOE MHBECTUPOBaHME B 3Ty cepy. Takxke HeoOX0ANMO OLEHUTb 9KOHO-
MUYECKY0 3 PEKTUBHOCTL OJIHOFrEHOMHOIr0 CEKBEHUPOBAHUS A4J1s1 AnarHo-
CTUYECKOro v papmMakoreHoOMnU4eCcKoro NPUMEHEHMSI.

KnroueBbie cnoBa: ro/siHOreHOMHOE CEKBEHWPOBaHWE, 3KOHOMuYeckasi
3P GDEKTUBHOCTb, PaKTOPbI, BNSIIOLLMNE HA CTOUMOCTb, 3POEKTUBHOCTb CHUCTE-
Mbl 31paBOOXPAHEHVIS], KIIMHUYECKasl NpakTuka.

The tendency to reduce the cost of genome sequencing observed in the last
decade raises the question of the feasibility of investing in the healthcare sys-
tem when integrating this technology into clinical practice. In addition, it is nec-
essary to identify factors that will contribute to lower costs and stimulate addi-
tional investment in this area. It is also necessary to evaluate the cost-effective-
ness of full-genome sequencing for diagnostic and pharmacogenomic applica-

tions.

Keywords: genome-wide sequencing, economic efficiency, factors affect-
ing the cost, efficiency of the healthcare system, clinical practice

C kaxablM rogoM rocyaapcTaa C BbICOKO
pPasBUTON 3KOHOMWKOWM YBENMYUBAIOT pac-
X04bl HAa 34paBOOXPaHEHVEe, BHeAPSs Hau-
bonee nepenoBble TEXHOMOMMWU JIEYEHUS,
BBOOAT [AOMOJSIHUTESIbHBIE NMOCPEAHNYECKME
CTPYKTYpPbI (Hanpumep, CTPaxoBble KOMMa-
HUW), YBENNYMBAIOT KOJIMYECTBO 1 Npodusib-
HOCTb MEOMLMNHCKUX YYpEexaeHni, 4To cTa-
BUT BOMNpoC 006 3(dPEKTUBHOCTN OCYLLECT-
B/ISIEMbIX PACX040B B 3TOW cdepe. YCrnewHo
bYHKUMOHMPYIOWAa CUCTEMA 34paBOOXpa-
HeHns 0ObI4HO OMEPUpPYET TPEMS KITKOHEBbI-
MK aTpmbyTamMn: 340POBOE HacefleHne, no-
cTuralowiee MakCuMasnbHOro YpPOBHS MpPO-
OOMKNTENBHOCTU XM3HU; BbICOKO 3ddek-

TuBHas, 6e3onacHas 1 CBOEBPEMEHHas CU-
cTemMa 3ab0Tbl O MauuWeHTax; crnpaeenin-
BOCTb MPW OKa3aHUN MEOVLMHCKOWM MOMO-
wm[5]. ComepxaHne nocnegHen geduHU-
LMY BblpaxaeTcs B TOM, YTO Jie4eHne npu-
MeHsieTcs 6e3 Kakom-nnMbo OUCKPUMUHALNN
WM HEPABEHCTBA KO BCEM NINLIAM U CEMbSIM
HE 3aBMCMMO OT BO3pacTa, COuMabHOMN
MPUHAONEXHOCTU NN MEeCTa HaxXOXAEHUS.
Ciopa xe cnenyet OTHECTU U CrpaBenniv-
BOCTb B OTHOLLUEHUM TEX MEAVLMHCKUX pa-
OOTHNKOB, YYPEXAEHNA N NPEANPUSTUNA, KO-
TOpble 0Ka3blBAlOT MEAULMHCKYKD MOMOLLb
[171.

VMiccnepnoBaHus, oueHMBalowme COOTHO-

" ViccneposaHne BLINOMHEHO NPy GUHAHCOBON noaaepxke Poccuiickoro ¢poxaa pyHaaMmeHTanbHbIX UcCne-
nosanuii (POdU) B pamkax HayuyHoro npoekta N2 18-29-14037.

2 The reported study was funded by RFBR according to the research project N2 18-29-14037.

lMpobnemsbi npasa N° 3 (77)/2020

i
~

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

lweHre obLmx 3aTpat CUCTEMbl 30PaBOOX-
paHeHns KOHKPETHOro rocygapctea kK 06-
e NPOA0IKUTENIbHOCTU XM3HW B HEN, NO-
KasblBalOT, YTO CYLLECTBYEeT norapupmmye-
cKas 3aBMCUMOCTb A0 BO3pacTta 65 nert u
3aTpar B Tex cTpaHax, roe oHn meHee 1000
[ONNapoB Ha AyLly HAceNeHus, a yBenmye-
HMe 3aTpaT Ha 34paBOOXpaHeHue Obonee
4700 ponn. Ha YenoBeka Kakoro-nmbo npu-
pocTa NPOAOIKUTENBHOCTU XU3HN He OaeT
[4, 8]. B aToi cBS3M nNpencTaBnseTcs Bep-
HoM no3uums J1.B. lopuikoBomn, koTopas yka-
3blBaeT, 4TO 06wWas NpPoAOSIKUTENBHOCTb
>KM3HW BbILLE HE TONbKO B CTpaHax, MMeto-
wmx Hambonee aPdeKTMBHbIE 3aTpaTbl Ha
30paBoOXpaHeHne, obnagarlwmx ManeHb-
KON TeppuUTOpUEln N BbICOKOW MAOTHOCTbLIO
HacefeHns, HO 1 B rOCY4apCcTBax ¢ 60MbLUON
TEPPUTOPUEN NPU YCIIOBUU PA3BUTON U FMO-
KO MHOPAaCTPYKTYpbl, HanpasB/iEHHOW Ha
OoKasaHne KayeCTBEHHbIX MeAULMHCKUX YC-
nyr. CnepgosaTtenbHO, 3aTpaTthl HA 34PaBOOX-
paHeHue, B pamkax addeKTUBHON MOLENN,
LOJKHbI OCYLLLECTBNSATLCS 32 FOCYAAPCTBEH-
HbI cyeT [2, ¢. 137-151].B Poccun, k npu-
Mepy, No AaHHbIM Pocctata Ha 2019 rog,
OCHOBHbIMU MPUYMHAMM CMEPTU ABNAIOTCH
605ne3HM KpoBOOOpaLLEHUs, OPraHoB Ablxa-
HWS, NUEeBapeHns, MHOEKLIMOHHbIE bones-
HW, OHKOJIOrMyeckne 3aboneBaHus U Apy-
rme, a OCHOBHbIMU MPUYMHAMKU HU3KOIO PO-
cTa 0XnaaemMon NPOoOOIKUTENbHOCTU XN3-
HW BbICTYNAeT Hey[AOB/IETBOPUTESIbHbIE MO-
KasaTenn COCTOSHUSA 300POBbSA, W, Kak
cnencTBue, BbICOKUIM YPOBEHb 3abonesae-
MOCTU 1 CMEPTHOCTH [7].

Kak Buanm, npocnexmBaeTca YeTkas 3a-
BUCUMOCTb MEXAY pacxofamMu Ha 3OpaBo-
OoXpaHeHune, Ka4ecTBOM OKa3aHUs MeanLVH-
CKUX ycnyr u obuier nNpoaosiKUTENbHOCTH
XU3HW HaceneHus [6]. lymaeTcsi, 4TO BHe-
ApeHne TEXHONMOrMM NOSIHOFEHOMHOIO Cek-
BEHUPOBAHWSA B 0OLLYIO KIMHUYECKYIO Npak-
TUKY, HECMOTPS! Ha OCTATOYHO CYLLLECTBEH-
Hble MHBECTULIMWN Ha Ha4valbHOM 3Tane, no-
MOXET paspellnTb BbllLeyKa3aHHble MNpo-
6/1eMbl HA KQYECTBEHHO MHOM YPOBHE.

O6patM BHUMaHWE Ha AMHAMMUKY CHU-
XEHUS LUeHbl nccnepgoBanus. Obwas cton-
MOCTb paboT No co3aaHuio paboyero nNpoek-
Ta NepBOro reHoMa 4YenoBeka, O pe3ynbra-
Tax koToporo 6b1o 3assneHo B 2001 roay,
cocTtaBuna okono 300 mnH. gonnapos [19], a
k 2019 rony, cornacHo AaHHbIM HaumoHanb-
HO-MCCNeA0BaTENbCKOrO UHCTUTYTA 4Yeno-
BEKa, COKpaLleHne 3aTpaT Ha CEKBEHNPOBA-
HME HaMHOro onepeamna AONArOCPOYHYIO
TEHOEHUMIO, Ha3blBaEMYIO 3akoHOM Mypa
(yoBoeHVe  BbIYUCNUTENBHOM  MOLLHOCTU
kaxaple apa roga) [32]. ObpatHaa cTopoHa
3TOro 3akoHa, M3BECTHasl kak 3akoH Poka,
rnacuT, 4To 1 NpMbbIIb KOMNAHUK, KOTopas

3aHMMaeTCsd MPoOU3BOACTBOM MUKPOYMMNOB
[OMKHA yaBaMBaTbCs KaxAable YeTblpe roga
[3]. B noaTBepxaeHne ckazaHHOro Habso-
JaemMasi B HacTosiLee BpeMs CTOMMOCTb re-
Hepaumn nocnenoBatesisHOCTU Lenoro re-
HOMa YenoBeka, OCYLLECTBIEHHOIO C NOMO-
Wblo KMTacKkoro cekeeHaTopa BGISEQ-
500,cocTtaBnsieT meHee 600 gonnapos CLUA,
NOJIHO3K30MHOE CEeKBEHMPOBaHME CTOUT
ewle meHbLue [20], xoTd ewe NaTb eT Ha3ag,
3Ta cymma 6binia B ABa pasa Bbile [26].

Cama npouenypa nojHOreHOMHOIro Cek-
BEHUPOBAHUA CK1a4blBalOTCA U3 Cleayto-
LKMX a5emMeHTOoB. [Npexae Bcero, Heobxoam-
MO ocyLecTsuTb 3abop AHK nytem B3saTMSA
obpasua KpoBu nnm TkaHu. LleHa atoi npo-
Lueaypbl MOXeT BapbWMpoOBaTb B 3aBUCUMO-
CTW OT TOro, Kakme BOMPOCbI MOCTaBJEHbI
nepen nccnegoBatensaMn: Hanpumep, Uc-
cnefoBaHVE COMOCTaBMMOrO paka u Hop-
MaJibHbIX 3aMOPOXEHHbIX TKaHen TpebyT
cobnoaeHna CTaHgapTU3NPOBAHHbIX MPO-
TOKOI0B 47191 MOJIy4EeHUS BbICOKOKA4YE€CTBEH-
Horo 6uonoruyeckoro matepmana [11].

3aTteM npoucxoauT reHepauuns 6ubnmo-
TEKN OaHHbIX, FOe CO3[al0TCs CllydariHble
¢dparmenTol OHK, copepxawme agantep-
Hble NOCNIe0BaTENIbHOCTUN, KOMIMIEMEHTap-
Hble nnatdopmo-cneundunyHon MUP (nonn-
MEpPa3HOW LLeNHOM peakuun) 1 npanmepam
cekBeHuposaHusa. Ho JHK ewe pparmeHTu-
poBaHa, 1 HEOBX0AMMO OCYLLECTBUTL €€ [10-
NONHUTENbHYIO 00paboTky. Ona 3Toro, kak
npasuno, ocywectenaetca MNMUP amnandn-
Kaums, 4TO MO3BOSISET YBENMNUYNTb KOHLEH-
Tpauuio onpeneneHHbix pparmeHtos JHK B
Gunonornyeckom matepuane. 3atem 61Ménn-
OTeKka CEKBEHMPYETCH BO BHYTPEHHEN mnm
BHELUHEWN cnyx6e ¢ Cnosib30BaHMEM MnaT-
dopMbl OTBevaloLen TpeboBaHMSAM KOH-
KPeTHOM cuTyaummn. 310 Hambonee Tpyno-
€MKMA 1 O0POrocTOSALLMA NPOLLECC, KOTO-
Pblil B KOHEYHOM CYETE 1 ONPEeaENnseT CTon-
MOCTb BCEro cekBeHnpoBaHus [29].

LleHy nonyyveHHOM nHdopmauum, ¢ y4de-
TOM  9KCMyaTauMOHHbBIX  XapakTepUCTUK
npMbopPOoB, B HACTOALLMIA MOMEHT OLEHUTb
[OCTaTo4HO CNoxHO. OgHaKko OnbIT NPoeKTa
SequencingQualityControl (SEQC) nokasan,
YTO CTOMMOCTb AaHHbIX B [0 4519 TPEX OCHOB-
HbIX nnaTdopm cocTtaenseT 46,8 ponn.ana
HiSeq 2000; 77,2 ponn. ona SOLiD4 n 12210
nonn. ana Roche 454. To eCTb COOTHOLLEHNE
LeHbl 3a [0 coctaBnger 1:1,65:261 nnsa
Illumina:LifeTech:454 cootBeTCTBEHHO [31].

Kak Buaum, Hambonee 3KOHOMUYECKMU
addekTrBHOM NNaTtPopmMon Ons CEKBEHU-
poBaHuA BCEro reHoma ABNseTCH
IluminaHiSeq 2000 nan 2500, ogHako Bpe-
M$Sl Ha CEKBEHVPOBaHME BCEr0 reHoma no-
NPexXHeMy MWCYUCNSETCSH AHAMW, MNpuUyYeM
CTOMMOCTb reHepaumn JaHHbIX - 3TO TOSIbKO
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MeHbLLAas 4acTb 3aTpaT, HEOOXOANMBIX O
BHEAPEHUS 3TOWM TEXHONOrMM B KIIMHUYE-
CKYI0 NpakTuky. HoBble OAHOMONEKYNSIPHbIE
nnatdopMbl TPETLENO NOKOIEHUS NO3BOJIS-
10T CYLWECTBEHHO ONTUMU3NPOBATb OCHOB-
Hble 3aTpaTtbl Ha ee ocyuecTBreHne. OHu
NMO3BOJNISAIIOT peanm30BbiBaTb MaHUNYNSALUMN
Ha ypoBHe ogHown monekynbl AHK nnn PHK
6e3 amnandukaumm, 4To CBOAMUT K MUHUMY -
My 06paboTky obpasua, nossonseT m3be-
XaTb NOsIBNEHNS OWNBOOK 1 nony4yatb 6onee
TO4YHbIE pe3ynbraTbl®.

CdopmmpoBaHHble faHHble BO3BpaLla-
I0TCS B nabopaTopuio U MHTEPNPeTUPYTCS.
Mcnonb3yloTcs pasHble KOMIMbIOTEPHbIE an-
ropuTMbl Ans aHanu3a B 3aBMCUMOCTU OT
TOro, 4TO N3BECTHO O NATOrEHHOCTN TOM UK
MHOMN MyTauuu, coaepxaulencs B KOHKpeT-
HOl 6asde paHHbIX. C y4yeToM TOro, 4to ny-
Onun4yHble 6a3bl AaHHbIX, KaK NPaBwuo, Nnpey-
BEJ/INYMBAIOT NATOMEHHOCTb KOHKPETHbIX Ba-
pPUaHTOB, TO OKOHYaATENbHbIA BapuaHT Mpo-
BEpsieTCcsl BPYYHYID.OTO 0OCTOATENbCTBO
obHaxaeT npobnembl knaccupukaumm no-
JlydaeMblX BapuaHTOB M CTaBUT BOMPOC O
BblpaboTke B OyayliemM Kputepues Heobxo-
onmbix ang yHndukaumm [10, ¢. 305-315].

YKasaHHble BbIlLE pacxodbl, nonaraem,
Wb Manas 4acTb 3aTtpaT B CPaBHEHUU C
Temu, KOTopble HeobxoaMmMo ByaeT NOHeCTU
Ha 0TPabOoTKy COAEPXKaHUS KOHKPETHbIX Me-
OVUMHCKUX Npoueayp no pesdynsrartamMm npo-
BEAEHHbIX UccnegoBaHuin. [eno B TOM, 4TO
MOMMMO MEPBUYHbIX PE3YNLTATOB LIENEBOr0
TECTUPOBAHUS CYLLLECTBYIOT a/ITOPUTMbI Bbl-
YNCIIEHNS BTOPUYHbIX PE3YNbTAaTOB, MPOrHO-
3UPYIOLLNX BO3MOXHbIE PUCKN MHBbIX 3a00-
nesaHunm. I xota camu naumeHTbl UMEIOT
npaBo OT HUX 0TKa3aTbCs, Ha MpakTuKe, 3a-
4acTylo, 9TOro HEe NPOUCXOAUT, TaK KaK NoJ-
HOreHOMHOE CEKBEHMPOBAHWE, KakK NpaBu-
10, UCMOJIb3YETCH O/ BbISBNIEHUS U Oua-
rHOCTUKW 3aboneBaHwnii [16, c. 470-486].

B KoHe4HOM cuyeTe, 3T0 06CTOATENLCTRO,
paHo 1AM NO3LHO, NPUBEAET K HEOOXOAMMO-
CTU paspeLlinTb BO3HUKAKLLYID AUNEMMY,
nmeloLyto rmybokoe dunocodckoe coaep-
xaHwne. C 0gHOM CTOPOHbI, C MOMOLLLIO MOJ1-
HOreHOMHOI0 CEKBEHMPOBAHUSA MOTYT ObITb
BbisiBNIeHbl 3ab6051eBaHns, UMetoLLmMe NPoTo-
KOJbl Ne4YeHUss, CUMNTOMbl KOTOPbIX Ha-
CTONbKO CcNnabo BblpaXeHbl, YTO OHU HE YXYA-
LaoT OOLLNI YPOBEHb XM3HU YenoBeka 1 Ha
MOMEHT naeHTudukaumm B gpapmakonorn-
4YECKOW KOPPEeKLMN He HYy>KaatTcs. Packpbl-
Tne atom nHdopmMaumm naumeHTam MoxeT
cTaTb NPUYUHOM TMNEPANArHOCTUKN N Ypes-
MEPHOr0 JIEYEHUS, KOTOPOE MOXET MpPUyin-
HUTb Bpen NauMeHTy U 3HAYUTENbHO YBENN-
YNTb 3aTpaThbl KAk BHYTPU CUCTEMbI 34PaBO-

8 Ibid.

OXpaHeHus, Tak 1 3a ee npegenamu (Hanpu-
Mep, AOMOJIHUTENbHbIE BU3UTbI K Bpayy, OC-
JIOXXHEHME MPU CTPAXOBAHUU XXN3HWU, A0MNON-
HUTENIbHOE TEeCTUPOBaHWE OPYrUX YJIEeHOB
cemMbu 1 ap.).

C ppyrow xe CTOPOHbI, 3TO MOXET CTaTb
OCHOBaHUWEM 0191 3aMaynBaHns CyLEeCTBY-
Iowmx npobnemMm co 300POBLEM, U, Kak pe-
3ynbTat, cTaTb UEefbiM HanpasieHnem ang
COOTBETCTBYIOLLEN «ONTUMMU3ALUM PACXO-
[OB» CUCTEMbI 34pPABOOXPAHEHUS. Takum
o6pa3oM, HOPMATMBHO YCTaAHOBJIEHHbIE
«CTaH4APTbl 340POBbS» MOrYT CTaTb OCHO-
BaHMEM OJ19 KYMMPOBaHUSA OCYLLECTBIEHUS
COOTBETCTBYIOLLMX ANATHOCTUYECKUX MPO-
Lenyp, 1 natonorns ctaHet Hopmon. MHo-
rne 3apybexHble nccnegoBaTenn oTMeyaoT
M3MeHeHne obLlel napaaurMmbl 30PaBOOX-
paHeHus OT CYLLECTBYIOLEN paHeEe MOOENN
«M3M1e4eHns oT BONIE3HU» K MPOrPeECCHpPYIO-
el B HACTOSILLLEE BPEMS «PEHTABENBHOCTHU
MeauumnHekon yenyrms» [15, 25]. Tak, A. Po-
6epTc B cBOE paboTe OTMEYAET, YTO XPOHU-
yeckasi 60N1e3Hb CErogHs He cuMTanach Ta-
KOBOW €lle HEeCKONbKO fneT Hazag. Hanpwu-
Mep, Nierkas runepriamkeMmss B HacTosiLee
BpeMs aBnseTca anabeTom, a yTBepXaeH-
Hble KPUTEPUN TUNEPXOSIECTEPUHEMUMN, CO-
rMacHO YCTaHOBJIEHHOrO cTaHzapTa noka-
3bIBAIOT, YTO 9TUM 3abosieBaHMEM CTPadaeT,
no kpamHen mepe, 25% amepukaHueB. He
BbI3blBAET COMHEHVS U apryMEeHT, COracHO
KOTOPOro C TOYKM 3PEHUS KIMHUYECKOMN
NPakTUKN YTOYHEHNE KPUTEPUEB 300POBbS,
OT/IMHAIOLLMX HOPMY OT MaTosiornu, Ocy-
LLLECTBJISETCS HA OCHOBE BbISIBJIEHHbIX dak-
TOPOB, SABASAOLIMXCH Mapkepamu OyayLimx
OCJIOXXHEHU Oaxe B TOM Clyyae, korga
camMun MaumeHTbl He 4YyBCTBYIOT CTpagaHui
[24, c. 76-77].

B Poccunm KOHCTUTYUMOHHOE npasBo
rpaxaaH Ha MeOMUVHCKYIO MOMOLLb peanu-
3yeTcs, B TOM YUCIe, Yepe3 ee cTaHaapTu-
3aumio, 4TO SBASIETCS OOHUM U3 YCIOBUN
060CHOBaHNSA (UHAHCOBOIO HaMOSHEHWS
CUCTEMbI 3OpaBOOXpaHeHusi. B cooTBeT-
cTBUM co cT. 37 DepepanbHOro 3akoHa ot 21
HOs16ps 2011 . N2 323-P3 «O6 ocHoBax 0x-
paHbl 30,0p0BbS rpaxaaH B Poccuiickoii de-
nepaunn» [1]MeamumHckas nomMollb, no 06-
wemMy npaBuily, OKa3blBAETCA C Y4ETOM
CTaHOapTOB MEAUUMHCKOM MNOMOLWM, YT-
BepXAaeMbIX YNOHOMOYEHHbIM hpenepanb-
HbIM OpPraHoM WCMOJIHUTENIbHOM BNacTw.
MpuyeM oueHMBAETCS He TONbKO CTEerneHb
OOCTMXXEHNS MEOMUMHCKOro peaynbrara, HO
1 CBOEBPEMEHHOCTb M MPaBUJIbHOCTb BbIOO-
pa ne4yebHO-AMArHOCTUYECKUX MEepOonpus-
Tuii. B COBPEMEHHON MEANLIMHCKOW U 1OpU-
OVYecKkon  nutepaTtype  YCTaHOBJIEHHbIE
CTaHgapTbl noageprawTcss 0OOCHOBAHHOW
KPUTUKE BBWAY TOro, YTO OKasaHwe Meam-
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LIMHCKOW yCNyrn 3a4acTylo He OCHOBbLIBAET-
CS1 HA TOYHbIX 3HAHUSIX, @ NNLLb Ha CTAaTUCTU-
KY W TUNW4YHbIE cnydyan 3abonesaHuii. B
CTaHZapTe HEBO3MOXHO Y4eCTb MHANBUAY-
anbHble OCOBEHHOCTM TevyeHus 3abonesa-
HUS, aHaTOMUYecke oCoBeHHOCTU 1 peak-
LMW1 opraHn3ma Ha TO WM UHOE JIeYeHue.
Bonee TOro, B COBPEMEHHOIN OTEYECTBEH-
HOW KJIMHNYECKOW NpakTuke Bpaym obpala-
I0TCS K IOKTPUHE, N30aBNSAOLLEN UX OT Npu-
HATUS CaMOCTOSITENbHbLIX PELUeHUA, HO B
YCTaHOBJIEHHOM CTaHZapTe MOXET ObiTb
ykadaH ajroputMm Jle4eHus, KOTOPbIA He
NOAXOANT KOHKpPEeTHoMY 6onbHoMy [9]. Ta-
KM 06pa3oM, NOSIHOFrEHOMHOE CEKBEHMPO-
BaHWe, CO BPEMEHEM, Ha OCHOBE HaKOIJIEH-
HbIX FTEHETUYECKMX AAHHbIX U OMNbITa IeYeHNs
NpeasioxXUT UHbIE KPUTEPUW U CTaHOApPThbI
MeOMLUNHCKOM ANArHOCTUKM U NIeYeHus.

K TOomMy Xe, Kak nokasbiBaeT aHanus,
BGOJIbLUMHCTBO XPOHMYECKMX 3aboneBaHwuii
VIMEIOT COouManbHble KOPHU, cnefoBaTelb-
HO, A0JIKHA MEHATLCS U POJib Bpaya npu ne-
YyeHuu. M B psige cnydyaeB BMeCTo papmMako-
JIOFMYEeCcKoro cpeacTea AeLleBne U NPoayK-
TUBHee 6b1S10 Obl CO3AaTb FPYMMbl MO CHMUXE-
HU1IO BECa 1 NOBbILLEHWNIO akTUBHOCTU? [12]A
cama TexHonorms 6bina 6bl HanpaeieHa Ha
MoAenMpoBaHue ctaHaapTa 340p0oBOro 06-
pasa xu3Hn? bonee rnybokoe paspeLueHne
3TUX BOMPOCOB, NMosiaraem, HyXaaeTcs B OT-
OenbHOM nccnenoBaHuu.

Ona vHTerpMpoBaHmns TEXHOOMMU MNON-
HOreHOMHOro CekBEeHMPOBaHUS B CUCTEMY
30paBOOXPAHEHNST HEOOXOAMMO YNOMSIHYTh
M O 3arpartax Ha co3faHve COOTBETCTBYIO-
wen nHopacTpykTypbl. Pacxoabl Ha noaro-
TOBKY MepcoHana, 3akynky obopyaoBaHus,
CO34aHVe COOTBETCTBYIOLLEro nporpamm-
HOro obecneyeHus, aganTaumss CUCTEMbI
MHTEpPMNpEeTauMmM MOJIYYEHHbIX [OAHHbIX, €e
XpaHeHue, obcnyxmneaHue, nepenady oynyr
Takxke Becbma 3Ha4ynTeNbHbIMK [26]. 3acny-
XVBaeT BHMMaHWS aHanm3, NpPOBEeAEHHbIN
rpynnov amepukaHCKUX wuccnegoBaTenemn
nog, pykosoactsom 3.[. CtuBeHca, B KOTO-
POM CpPaBHMB POCT AaHHbIX MOJIHOrEHOMHO-
ro CeKBEHMPOBaHUA C APYrMMn MHdopma-
UMOHHbIMM  Ga3aMm —  acCTPOHOMUEWN,
YouTube n Twitter no 4yeTbipeM KOMMOHEH-
Tam, OnpeaensiowmM XUSHEHHbIA LUK
cbopa uHpopMaunM Takoro obbema OHMU
npUWAN K ClefylowmM BbiBOAAM. TeMmnbl
pocTa reHeTuyeckom mHpopmaumm 3a no-
cnegHuve 10 neT nokasbiBaloT, YTO 0OBHEM MO-
JIYHEHHbIX OaHHbIX yABamBancs Kaxnable 7
MecCSLEB. DTO O3HAYaeT, 4TO eC/in POCT YMC-
JIEHHOCTW HaceneHus Kk 2025 rogy npubnu-
3UTCH K YMCNIEHHOCTM 8 Mnpa. YenoBek, TO
npuMepHo 25% BCex reHOMOB 3TUX JIIOAEN
OyneT cekBeHMpoBaHo. [ns peanusauum
3TUX LUene psaa cTpaH yxxe NPOBOANT CEKBe-

HuposaHue AHK 3HauuTenbHOM YacTu cBoe-
ro HaceneHus. Tak, MMHUCTEPCTBO 34pPaBO-
oxpaHeHusi Benukobputanun yxe B 2018
roay ocyuwectsuna npoekt 100000 reHomoB
naumeHToB, CTpadalLwmx peakmummn 3abone-
BaHMAMM nnun pakom [18], aHanornyHoe nc-
cnepoBaHue 6bi10 npoeBeaeHo B Caynos-
cKoW ApaBun B paMkax HauVOHaNbHOro npo-
ekTa [14].

C TeXHNYECKOWN TOYKN 3PEHNS 3TO OOSXK-
HO NPMBECTU K PEBOJIIOLUMOHHOMY POCTY
TpeboBaHWI K XpaHunuwam Takon nHdop-
MaLmmn, 4To Takke 6yaeT BKJIIOYEHO B CTOM-
MOCTb CEKBEHWPOBaHWUS, NOACHMTaATb KOTO-
pble, B HACTOSILLMIA MOMEHT, NpeacTaBnaeT-
csl Bpsi4, 1M BO3MOXHbIM. CnegyeT oxuaatb
pa3paboTKM OrPOMHbIX FEHOMHbIX apPXMBOB,
KOTOpPbIe AOXKHbI BYAyT MCNOSIb30BaTLCS HE
TONIbKO AN XpaHeHUss MHpopMaunu, HO U
Onsi cbopa 1 cBA3bIBAHUS UX C DeHoTUNMYe-
CKMMM OAHHbIMM O MauueHTax B 4acTu UC-
Nnosb3yemMoli MeTOAMKM NIeYEeHUs 1 1ucxoaa
3abonesaHus [29].

Ona agpantauyn xpaHsawencsa nipopma-
UMM K NoTpebHOCTSAM nosib3oBaTesiein Heoo-
X0AMMbl ByayT 1 HOBble MeToabl obecrneye-
HUA KOHPUAEeHUMaNbHOCTKU U Ge3omnacHo-
CTW, NMpUYeM, HapyLueHmne TpeboBaHuit, Nno-
BJIEKLLINX YTEYKY Tako MHDOPMALIUN, MOXET
CcTaTb CYLIECTBEHHbIM MNPensTCTBMEM AN
pa3BUTMSA reHOMHOIM MeauuviHbl. Hanbonee
MepCcnekTUBHbIMN B 3TOM chepe cunTatoTcs
B HACTOSILLMIA MOMEHT TEXHOIOMMM 061a4HO-
ro XpaHeHus OaHHbIX, Korga 3arpyxatoTcs
HebOosbLLMEe CEerMEHTbI KOAa M BbIrpyXatoTcs
BbICOKOMNPOW3BOAUTENbHbIE pesynbrarhl
[22].

AHanNM3 nony4yeHHbIX AaHHbIX ONS Mean-
LUMHCKOWN FEHETUKU U N3BNEYEHNE U3 HEro
none3Hom nHoopmaumn B HacTosiLLee Bpe-
MS IBNSIETCS OOHOM N3 CaMblX CIIOXHbIX Bbl-
YUcNUTENbHbIX NPob6EeM, Tak Kak noTpedbyet
cucteM 06paboTKM MpeBbillAlOWKMX CyLle-
CTBYIOLLME HbIHE Ha TPW, YeTbipe nopsaka
[28, 34]. YooBneTBopuTb 3Ty NOTPEOHOCTL B
chepe 3apaBooxpaHeHus byaeT Heobxoau-
Mbl BBUAY OCO3HAHWUSA TOro, 4To 6€3 TOYHOM’
reHeTM4eckon MHpopmMaLnn ycunmsa Mmeam-
KOB He 6yayT 3apHEKTUBHbIMU.

B HacToswee Bpems nccnenoBaHus non-
HOW CTOMMOCTM CEKBEHMPOBaHUS reHoma
yenioBeka Nnpu UccnenoBaHn MUKPOCTPYK-
Typbl paka v pegkux 3abonesaHnii B Coeam-
HeHHOM KOponeBCTBE ykasbiBaOT HA cneay-
loLme 3aTpaThbl: 4S5 paka 0bLias CTOMMOCTb
cocTtaBnsier £ 6841 (3a 06paseL, onyxonm u
3apoAabILLEBON NIMHUN), TO ECTb £ 3420 3a
reHoM npuyem 72% 3Ton CyMMbl 9TO 3aTpa-
Tbl Ha pacxogHble matepuansl. MpumepHo
10 % 970 pacxofbl Ha GronHpopmaTuky, 12
% Ha KIMHWYECKYID  WHTepnpeTaumio,
OoCTanbHble 3aTpaThl CBA3aHbI C apXMBaLMen
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MOJTYYEHHbIX AaHHbIX U COCTaBfIEHNE OT4e-
TOB. Jns AMarHoCTUpPOBaHNS penkoro 3abo-
JIEBaHUS CTOMMOCTb CEKBEHMPOBAHUS MO-
BblwaeTcsa Ha 209 dyHTOB [27]. A 06K
0030p 9KOHOMMYECKOW 3PDEKTUBHOCTU
MOJIHOrEHOMHOIr0 CEKBEHUPOBAHUSA AN151 Me-
OVUMNHCKOM NpakTUKNW MO CPaBHEHWIO C
00bIYHBIMY METOAAMW OUATHOCTUKM U Nede-
HUS, B HACTOSALWMIA MOMEHT, MoKa3biBaeT
peHTabenbLHOCTb MNpU  JIeYeHUN BecbMa
OrpaHMYeHHOoro nepeyHs 3abonesaHnii [13].

MopBoas NTOr BCEMY BbllLIEyKA3aHHOMY,
X0Tenocb Obl OTMETUTb, YTO OXMOAEMbIN
pocT 9PPEKTUBHOCTN CUCTEMbI 30PABOOX-
paHeHust HeMblCnM 6e3 akTUBHOM PO Fo-
CyLapcTBa M COOTBETCTBYIOLUMX 3aTpart.

Mpuyem BCTparBaHMe HOBOW CUCTEMbI Ana-
FHOCTUKM N fedyeHus 3aboneBaHuii ¢ NoMo-
b TEXHONIOMMA FEHETUYECKOr0 CKaHMPO-
BaHMS HeOob6X0AMMO C YYEeTOM WM3MEHEHMS
OOLUMX NPUHUMIMOB U B LESIOM napagurmel
COBPEMEHHON CUCTEMbI 34PaBOOXPAHEHUS.
OkoHOoMMYeckas addeKTUBHOCTbL U akTo-
pbl, onpegenslowme CTOMMOCTb 3arTpar,
OO/MKHbI OCHOBbIBATb HA NpUMepe naen 03-
popoBneHus. Ha cerogHsAWHNN MOMEHT UC-
MOJSIb30BAHWE TEXHOIOMMN NOHONE€HOMHOIO
CEKBEHVIPOBAHUS B KJIMHNYECKOW MpPakTUKe
KpanHe orpaHu4yeHoO BBMAOY CYLLECTBEHHbIX
3aTpyagHeEHUn B 9P PEKTMBHOM pacnpenene-
HUW CKYOHbIX PECYPCOB CUCTEMbI 30PaBOOX-
paHeHus.
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