A. B. bacosa. BeKTopbl pa3BuTusi KOHCTUTYLWOHHOW 3aLUNTbI [IPaB YesloBeKka N @

N3Bectus Capatockoro yHmnsepcuteta. Hosas cepus. Cepus: IkoHomuKa. Ynpasnenue. Mpaso. 2023.T. 23, bin. 2. €. 227-234
lzvestiya of Saratov University. Economics. Management. Law, 2023, vol. 23, iss. 2, pp. 227-234
https://eup.sgu.ru https://doi.org/10.18500/1994-2540-2023-23-2-227-234, EDN: UADM)X

Hayunas cTatbe
YK 342.7(470+57)

BekTopbl pasBuTus
KOHCTUTYL{MOHHOM 3aLLuTbl NPaB YenoBeKa
B CBA3U C NPOrpeccom reHoMuKu

A. B. bacoBa

CapaToBCKuii rocyapcTBeHHbI i MeAULMHCKINA yHUBEpCUTET UM. B. W. PasymoBckoro, Poccus, 410012, r. Capatos, yn. bonblas Kasaubs, g. 112

bacoa Anna BUkTopoBHa, kaHAMAAT HOPUANYECKNX HayK, AOLIEHT Kape/pbl 06LLECTBEHHOTO 350POBbS 1 3APaBOOXPaHeHNs (C Kypcamm npaso-
BEAEHMS 1 ncTopun MeauLnHb), allsar@rambler.ru, https://orcid.org/0000-0001-9155-5957

AHHOTaLus. BeedeHue. B COBpEMEHHbIX YC/IOBUSIX CTPEMUTENBHOTO Pa3BUTUS FEHOMMKI, GOPMMPOBAHMS BaHKA JaHHBIX TeHETUYECKO-
ro TECTUPOBAHWA POCCUIACKOTO HaceneHns 3akoHoAaTenbHas 6a3a, 3GPeKTUBHO 3alNLLAOLLAS NPaBA M 3aKOHHbIE MHTEPeChl YenoBeKa,
Anwb opmupyetcs B Poccun. Teopemuyeckuii ananu3. TeHeTuyeckas nHdopMaLmus npejcTaBnseT MHTepec He TONbKO ANs YenoBeka, npo-
WeALIero reHeTUYeckoe TeCTMPOBaHMeE, HO 11 NS YNEHOB ero ceMbi, rocyAapcTBa NPy OPraHu3aLyv NepcoHanu3MpoBaHHONR MeULMHbI,
paboTogaTeneid, CTpaxoBLynKkoB, 6aHKMPOB. Takas CUTYaLMs COMPSKEHA C HAPYLIEHUAMM KOHCTUTYLMOHHBIX NPaB rPaXAaH Ha AOCTOMH-
CTBO IMYHOCTM, HA YaCTHYH KWU3Hb, NMUHYIO U CEMEIiHYI0 TaiiHbl, Ha HEANCKPUMUHALNI. IMnupuyeckuli aHanu3. BbisiBneHbl Npobnemb
MpaBoBOro 06ecreyeHmst KOHCTUTYLMOHHBIX NPaB rPaXzaH B CBSI3W C MPOFPECCOM FEHOMUKN B Pa3ANyHbIX chepax: B 34paBOOXPaHEHNM,
CeMeifH0-6payHbIX, TPYAOBbIX, CTPAXOBbIX, HAHKOBCKUX OTHOLIEHWSX, 4TO TpebyeT onepaTMBHOTO 3aKOHOAATENbHOMO PeryaupoBaHus.
Pe3ynbmamel. 060CHOBbIBAIOTCS BEKTOPbI PA3BUTUSA NPABOBON 3alLMUTbl YeNOBEKA B CBA3M C IPOTPECCOM TeHOMUKM C Y4eTOM 06CYXAeHNS
Hanboee NOAXOAALLMX BAPUAHTOB PelLeHuii B 3aKOHOAaTeNbCTBE 3apy6eXHbIX CTPaH, NO3BONAIOLLMX 06ecneynTs CnpaBeAnmMBbIil 6anaHc
NHTEPeCoB BNaje/bLia NePCOHANbHOI reHeTUYeCKoi MHPOPMALWK 11 TPETbUX UL, C MaKCMManbHOA MUHIMM3aL/Nei NOTEHLMaNbHbIX pU-
CKOB HapYLIEHWS KOHCTUTYLIMOHHbIX NPaB.
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Abstract. Introduction. In modern conditions of rapid development of genomics, the formation of a database of genetic testing of the Russian
population, the legislative framework that effectively protects human rights and legitimate interests is only being formed in Russia. Theoretical
analysis. Genetic information is of interest not only for a person who has undergone genetic testing, but also for his / her family members, the
state in the organization of personalized medicine, employers, insurers, bankers. This situation is associated with violations of the constitutional
rights of citizens to personal dignity, privacy, personal and family secrets, and non-discrimination. Empirical analysis. The problems of legal
support of the constitutional rights of citizens in connection with the progress of genomics in various fields are revealed: in healthcare, marital,
labor, insurance, banking relations, which requires prompt legislative regulation. Results. The vectors of the development of human rights protec-
tion in connection with the development of genomics are substantiated, taking into account the discussion of the most appropriate solutions in
the legislation of foreign countries, allowing for a fair balance of interests of the owner of personal genetic information and third parties, with
maximum minimization of potential risks of violation of constitutional rights.
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BeepeHue

CTpeMuTe/nbHOE pa3BUTHE TEHOMUKHU TIPU-
BeJI0 K IIMPOKOMY NPUMeHeHUI0 B 00IiecTBe
reHeTUYeCKOro TeCTUPOBAHUSI B MEJUIUHCKUX U
MOTPeOUTeTbCKUX IIeJisIX, UTO CTaBUT Iepejl Ha-
VKON KOHCTUTYLMOHHOTO TIpaBa HOBYIO 3a/jauy —
obecrieueHHe IpaB ye/IoBeKa B CBSI31 C IPOT'PeCCOM
resHoMuku [1, c. 129].

I'eHOMMKa OTKPBIBAET UeIOBEUECTBY BO3MOMXK-
HOCTb PAHHET 0 BBISIB/IEHUS He TOJIBKO BPOXKAE€HHBIX
1 Hac/eICTBeHHbBIX 00/1e3Hel, HO ¥ TeHeTUUeCKOMH
TIpeApacrioyioKeHHOCTH K COITHMATbHO 3HAUMMBIM
3ab0/1eBaHUsAM (3/10KaueCTBEHHLIM HOBOOOpa30-
BaHUSAM, CcaxapHOMy AuabeTy, 6oJyie3HsM, Xapak-
TEepU3YIOIIMMCS TIOBBIIIEHHBIM apTepHalbHbIM
IaBJieHUeM, — TUTIEPTOHUH, MH(apKTaM MHUOKapAa,
WHCY/IbTaM), HAHOCSIIIUM 00JIbIION y1ep0O obire-
CTBY M3-3a TIOTEPb TPYAOCIIOCOOHOCTH, 3aTpaT Ha
JleyeHYe, THBAJIUJHOCTH ¥ CMEPTHOCTHU HaCe IeHHUSsT.
lenetnueckas nHpopMalvs UeoBeKa M03BOJIseT
TepCoOHa/JIN3MPOBaTh MeJULMHY, HAMHOTO 3 dek-
THBHee JIeUUTH 3a00/1eBaHUSI ¥ IPOBOJUTD YCIIeIll-
HYI0 MX NPOQUIAKTUKY CBOEBPEMEHHOW KOpPpeK-
el obpasa )XHU3HU Ue/IOBeKa, €ro MPHUBBIUEK,
TepCoHaIbHBIM ITO/IX0/I0M K ero AUCIaHCepU3alii.

Ecnu MeUIIMHCKOe FeHeTUYecKoe TeCTUPO-
BaHHe TMPHU3BAHO PELIUTb MHOTO COL[MAabHO 3Ha-
YHUMBIX, 5JKOHOMHUUECKUX MP00JieM: BhISIBJIeHUE U
CHUKeHUe 3a00/1eBaeMOCTH, yBeTnUeHHe IPO/I0JI-
JKUTeNbHOCTU 1 KaueCTBa )KU3HU uesioBeKa, CHHKe-
HUe TIOKa3aTeJieli CMepTHOCTH OT HaC/Ie/ICTBEHHBIX
3abo/ieBaHMM, TO MOTPeOUTETLCKOE TeHeTUUeCKOe
TeCTUPOBaHWE HAMpPaBJeHO Ha y/JOBJETBOPEHUE
JUYHBIX MTOTpeOHOCTEeH uesoBeKa — BLISICHEHUE
THUYECKOM NpHUHAa/JIe)KHOCTH, Hal[MOHAIbLHOTO
U CeMeHWHOTO TPOUCXOXKIEHUsI, POJIOCTOBHOMH,
yCTaHOBJIEHWE POJICTBEHHBIX CBsI3€i, BHIOOP
yBJ/leUeHUM U MpodeCcCHOHabHOM OPUeHTaLUU AJ1sl
cebsi ¥ CBOMX [IeTel, POBe/ieHre IKCIepTU3bI Ha
OTIIOBCTBO U MaTEPUHCTRO.

BuoTexHO/OTUH, B TOM UHCJie TeHOMHBIE
HCCJIe/IOBaHUS, OTKPbLIBAIOT IIMPOKHE BO3MOXK-
HOCTH 151 obecrieueHUs] KOHCTUTYLIMOHHBIX Ta-
pPaHTHU — OCHOBHOTO TIpaBa uej0BeKa Ha >KH3Hb,
OCTOUHBIN YPOBEHb >KU3HU, MEIUIIUHCKYIO TI0-
MOIIb, 6€3 KOTOPBIX, B CBOIO 0Uepe/ib, HEBO3MOKHO
06ecrieynTh BHICOKUM YPOBEHb KaueCcTBa )KU3HU.

TeopeTuueckuii aHanu3s

B KOHCTUTYLIMSX 3apy0e’KHBbIX CTpaH CTalu
3aKpervIsiTbCs HOPMbI, TapaHTUPYIOIINe JOCTYT
Ka)K/I0r0 K COBPEMEHHBIM Hay4YHBIM OMOTeXHO-
JIOTUSIM C Tiesibl0 obecrieueHust TIpaB Ha JKU3Hb U
MeJULIMHCKYI0 nomoulb. Tak, B KoHcTuTynuio
bpasunuu B 2015 r. BK/toueHa 85-4 nonpaska, co-
IJIaCHO KOTOPOM rocyzapcTso 00s3yeTcs ornpejie-
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JIATh TIPUOPUTETHLIE PYH/IaMeHTa/bHbIE HAyYHbIE
WCCJIe[IOBAaHUS C yUETOM OOI[eCTBEHHOM TOJTb3HI,
CTUMYJIMPOBATh UX U IPUMEHSATh MHHOBAIIMOHHbIE
TEeXHOJIOTUHU B 3[I[paBOOXpaHeHu# [2].

OJHakKo MpaBOBOe peryjaupoBaHUe TpPU-
MeHeHUsI OMOTEeXHOJIOTUM B 3ZpaBOOXpaHEHUU
CyIIIeCTBEHHO OTCTAeT OT TEMIIOB UX Pa3BUTHUS BO
MHOTMX CTpaHax, B TOM uucje u B Poccuu, uTo
MOYKeT SIBJIAThCSI IPUYMHOM HapyIIIeHUsI 0CHOBOTIO-
JlararoIyX MpaB uejoBeKa. ['eHeTHUeCcKoe TeCTUpOo-
BaHUe B MeIMITUHCKUX U TOTPeOUTETHCKUX LIeAX
TIPUBO/IUT K HAKOTIJIEHUIO TIepCOHATU3UPOBAHHOM
uH(bOopMaIUU O YesioBeKe, UTO TpebyeT ee Crielu-
aJIbHOM 3aIIUThI B Iporiecce 06paboTKH, XpaHEHMS,
nepefiaui, TIOCKOJ/IbKY ee oryiacka TpeTbUM JTUI[aM
MOJKET TIPUBECTH K CTUTMATU3al[UU U JUCKPUMU-
HaIlMH uejioBeKa B 00IIleCTBe U3-3a COCTOSTHUS €ro
3/I0POBbSl U [IPYTHM He)KejaTeTbHbIM UppaI[Uo-
HaJIbHBIM TTOC/Ie/ICTBUSIM.

[To stoit mpuumHe Coro3Hass KoHcTUTyUs
[IBeiinapckoit Kondepepauuu ot 18 anpens
1999 r. B cT1. 119 rapaHTHUpyeT 3alUTy YesoBeKa
OT 3/710yroTpeb/eHUsI TeHHBIMH TeXHOJIOTHSIMHU
U obecrieueHre 3aKOHOZATETBLHOU 3alUTHI YeJio-
BEYeCKOro JJOCTOMHCTBA, TUUHOCTH, CEMbU TIPU
WCII0/Th30BaHUHY TeHeTHUeCKOoro Marepuara [3].

Heob6xoauMoCTh BHeJpeHUsT OroMeguIjuH-
CKHUX MHHOBAIIMOHHBIX TEXHOJIOTUH B 3/[paBOOXpa-
HEeHHe C 11e/ibi0 0becrieyeHusi KOHCTUTYI[MOHHBIX
TIpaB uejIoBeKa Ha )KMU3Hb U MeJULIMHCKY 0 TIOMOIIb
OueBH/IHA, HO FOCYAapCTBY HEOOXOAMMO CBOEBpe-
MEHHO YCTaHaB/MBaTh 3aKOHO/[aTeTbHbIE TPAHUIIBI
BTOP>KEHHS B UaCTHYIO U CeMeHHYI0 )KH3Hb Uesio-
BeKa IpU BBISIBJIEHWH Y HEr'0 WUJIW UJieHa ero CeMbH
reHeTHUUeCKOU MOJIOMKU.

IMANpUYECcKUin aHanus

YueHble Ipe/i0/1aratoT, UTO Yyepe3 HECKOIbKO
ONMV>KAaUIIUX [eCATUIETUN FeHOMbI BCEX HOBO-
pOXJeHHBIX B Poccuu Oy 1y T CeKBeHUPOBAHLI, T. €.
CUMTAaHBI C L]eJIbI0 U3yUueHUs B HUX MyTaluid. Y 3To
BIIOJIHE BePOSITHO, TakK Kak B Halllel ctpaHe ¢ 2006 T.
BHe/IpeHO0 00s13aTe/IbHOe HeOHaTaIbHOe TEHOMHOe
Hcc/ieJoBaHWe HOBOPOJXK/I€HHbBIX, B paMKaX KOTO-
pOro NpoU3BOAUTCS reHeTUYeCKoe TeCTUPOBaHUe
Ha HaJM4yWe y HUX TSITU Hac/ieCTBEHHBIX 3a00-
neBaHul [4]. C siuBapst 2023 1. HOBOPOXX/JEHHBIM,
UMEIOIAM OTSTOIeHHbIN aHaMHe3, TeHeThuUe CKUI
CKPUHMHT OyZIeT pacIivpeH 7io 36 Hac/ieJICTBEHHBIX
6onesnei [5].

[Toka3aHus K MeJULIMHCKOMY FeHeTHUUeCKOMY
TeCTUPOBAHHUIO OmpejesieHbl NpyukasamMu MuHu-
CTepCTBa 3/jpaBooxpaHeHns PO, olHaKO MeXaHU3M
00paboTKU TeHeTHUYeCKOW WHpopMaLuu (TIpefo-
CTaBJIEHUS, XPaHEHUS], 3aIUThl U yTUIU3aLUHN)
3aKOHOZaTesleM He CO3/jaH, a TakXe He Tipopabo-
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TaHbI BOIIPOCHI pellieHUsI KOH(GIUKTOB YaCTHBIX U
MyOJTMYHBIX HHTEPECOB, BLI3BAHHBIX Pe3y/IbTaTaMu
reHeTHYeCKOro TeCTUPOBaHuUs. ['eHeTHUeCKas UH-
(hopmarus rnpeACcTaB/sIeT LIEHHOCTb He TOJILKO JIJIst
KOHKDeTHOTO UeJioBeKa, HO U JJIsl APYTUX UIeHOB
€T'0 CeMbH, [IJIsi OXPaHbl 00111eCTBEHHbIX HHTEPECOB.

Harmpumep, MeIMKO-TeHeTHUeCKOe KOHCY/TBTH-
pOBaHMe MU IIJITAHUPOBAHUU CEMbU OTIPe/IeTUIIO0 Y
OJTHOT'0 U3 CYyTIPyTOB HAC/Ie/ICTBEHHYO MAaTOJIOT IO
— mm30¢peHnIo, epeAaroyiocs Mo Hac/IeCTBY.
VHbopmupoBaTth pyroro Cynpyra o BO3MO>KHOM
Hac/eJCTBeHHOM 3aboieBaHnY Oyay1iero pebeHka
MOYKHO JIMIIIb TIPU COTJIaCHU TepBoro. MeauiiHe
W3BECTHBI C/TyYau, KOTJa OAWH U3 CYTIPYTOB, 3Has
WHpOpMaIHio 0 cBoeM 3aboJsieBaHUM, He TpeJo-
CTaBJIAET ee ApyromMmy. B 3ToM ciyuae mpeaBapu-
TeNbHBIA MeAUIIUHCKUN CKPUHUHT TIPOU3BejleH
6e3pe3y/IbTaTHO, @ BELICOKUH PUCK POXK/eHHU s 00/Tb-
Horo pebeHKa TpeOyeT repecMOTpa IIpaBa yeioBeKa
Ha OXpaHy BpaueOHOM TalHBI.

3mech HabMOMaeTCsT KOHMIUKT He TOJBKO
YACTHBIX, HO U MyO/JIMUHBIX UHTEPECOB, TaK Kak
WHBa/IW/IHOCTh pebeHKa MPUBOJUT HE TOJILKO K
IMOLIMOHAJIBHO-COMaIbHOMY OpeMeHU pojuTe-
Jiel, HO U K SKOHOMHYeCKOMY, KOTOPOe JIOKUTCS
Ha ToCyJapcTBo. JleueHue U peabuiutanus getei
C Hac/e[ICTBeHHbIMU 60Jie3HAMU TPeOyeT BbICO-
KUX 9KOHOMHYECKHUX 3atpar (236 miH pyb. — Me-
MULIMHCKOe 00C/Ty)KMBaHUe >KeHIIWH, POAUBIINX
6obHBIX JeTel, 2,5 mapa pyb. — coluanbHas mo-
MOII[b e TIM-UHBAJ/IA/IaM B T'OJ), YTO YKa3bIBaeT Ha
HE0OXOAUMOCTh IIPABOBOT'0 YCOBEPLIEHCTBOBAHUS
NpOQUIAKTUKU BPOXKJEHHBIX U HAC/IeACTBEHHBIX
3abosieBanuii [6, c. 5].

dopMaMu TaKOW MpOMUIAKTUKU SIBJISIFOTCS:
CKPUHUHT OepeMeHHBIX >KeHIIWH U 11710714, TeHeTH-
yecKoe TeCTMPOBaHUe TMOJIOBBIX KeTOK I0HODOB,
TIPUMEHSIeMBIX TIPU MeJUIIUHCKOM WUJIA COLUAJIb-
HOM DOeCTI/IOIUY JKeHII|H, MTPeJUMITIaHTal[HOHHOEe
reHeTUUeCKoe TeCTHUpoBaHue 3MOpuoHa. OHaKO
nBe tiocsie/iHUe (OPMbI TPOPUTAKTUKY BPOXK/EH-
HBIX M HaCJle/[CTBEHHBIX 3a00/IeBaHUI He BXO/AT B
repeueHb 00s13aTeILHOTO 00C/IeIOBaHUS MaIrieH-
TOB [7], uTO ABJIAETCS MPUUUHON POXKIEHUS AeTei
C Hac/Ie[CTBEHHOU TaTOJIOTHeN TIpY MPUMeHeHU !
BCIIOMOTATeIbHBIX PEITPOAYKTUBHBIX TeXHOJIOT U,
HarpumMep fieTel Co ClMHATbHO-MBIILIEYHOH aTpo-
¢ueii. Pemenve 3ajau npoduiakTUKU BPOXK/JEH-
HBIX U HAC/Ie[ICTBEHHBIX 3a00/1eBaHUI HEBO3MOXKHO
6e3 rocyjapCTBEHHOTO (PUHAHCOBOT'O 00ECTIeUeHU L.

Bompoc npegocraBneHus nHboOpMaLuu 0
pe3y/ibTaTaX TeHeTUYeCKOr0 CKpUHUHTA Oepe-
MEeHHOH KeHIIWHBLI CYyTPyTy Takke Tpebyet 3a-
KOHOZaTenbHOro onpejenenus. B Poccuu Bpauu
MHGOPMUPYIOT 0 HATMUUH BPOXKAEHHBIX aHOMAaJTUN
(mopokoB pa3BuTHs), fedopmaliii U XpOMOCOMHBIX

lpaBo

HapyILeHWH rioga 6epeMeHHYI0 XKeHIIUHY, a He
CceMelHYI0 Tapy, MOCKOIBKY TOJBKO OHA pellaeT
BOIPOC 0 BO3MOXXHOM I1pepbIBaHNN OepeMeHHOCTH
10 MeITULIMHCKUM MOKa3aHUSIM Ha OCHOBaHHH I'eHe-
TUUYECKOT'0 TeCTUPOBAHWS U PeIIeHUsI KOHCUINYMa
Bpaueii [8].

[TocKOMbKY CympyT MUCKJIOUEeH W3 YHCJia
CcyOBbeKTOB, Moji/ie)xaliux obsizaTe IbHOMY HHGBOP-
MUPOBAHUIO 0 HeOIAarOMPUATHBIX pe3yabTaTax
reHeTUUeCKOro CKpUHUHTa OepeMeHHOM Cynpyru
WJTH T1JI0/a, OH He MOXKET MOJIYYUTh TOUHYIO, M0JI-
HYI0 1 HeTIpeIB3sITY0 HH(POPMAIHIO O COCTOSTHUU
3/10pOBbs Oypyiiero pebeHka, a Take y4acTBO-
BAaTh B NIPUHSTUU DPEIIeHUSI O COXPaHEHUU WU
npepbiBaHusi 6€peMeHHOCTH, OTSTOIIEHHON Ha-
C/1e/ICTBEHHBIM WJIM BPOXKIEHHBIM 3a00/1eBaHUEM.
Taxkoe rTpaBoBOe peryniupoBaHue TUCKPUMUHUPYeT
MY>KUMHY, TOCKOJIbKY IPUHLIUI paBeHCTBa IIpaB U
o0st3aHHOCTel poiuTe el B OTHOIIIEHUH JIeTeH, 3a-
KperieHHbIN B cT. 61 CemeliHoro kKoziekca P®, Bo3-
JlaraeT Ha HUX PaBHBIe 00I3aHHOCTH U PaBHYIO OT-
BEeTCTBEHHOCTD 3a Pa3BUTHe U BOCMIUTAHUE JIeTeN.
Onu 06s13aHbI 3a00TUTHCS 00 UX 3[J0POBbE, HU3U-
YeCKOM, TICUXMUeCKOM 1 HDaBCTBEHHOM Pa3BUTHH.
OxpaHa BpaueOHOUW TailHBI CYNpYyrd NPUBOAUT K
HapYLIeHUI0 KOHCTUTYITUOHHBIX ITPAB MY KUMHBI HA
nH(bOpMaI1Io, OXPaHy CeMbU U OTLIOBCTBA, CTaBUT
€ro B MOAUMHHUTEBHOE TI0JIOKEHUE OT PeIIeHUs
JKEeHIIMHBI BOCMIUTHIBAThL pebeHKa-MHBAMN/a, 9YTO
MPOTUBOPEYUT KOHCTUTYLIMOHHOMY MPUHLIUITY
CTIpaBeATMBOCTH, CO3/laBasl JerajbHY TOUBY
[J1s1 HapyLeHusi 6asaHca KOHCTUTYIIMOHHBIX T]eH-
HOCTel U yMaJieHUs MPaB U 3aKOHHBIX HHTEPECOB
OJTHOTO U3 pozuTesieii — oTria pebeHKa.

l'eHeTUKM pasHbIX CTpaH MUPA MPU3BIBAIOT
MPUMEHSATh dTUUeCKUN MPUHLHUI HeJIUPEeKTUB-
HOCTU TIPU HeOaronpusiTHOM TeHEeTHUeCKOM
CKPUHUHTE T1JI0JIA, T. €. He PeKOMEH/I0BATh TTPephl-
BaHUe OepeMeHHOCTH JKeHIIWHE, a TPeI0CTaBIISATh
TIOJTHYIO ¥ /IOCTOBEPHYO MHAOPMALIUIO0 CEMBE ISl
TIPUHSITHSI COBMECTHOTO PeIlleHH s, 32 UCK/TIOUeHU-
€M TeX CJ1y4aeB, KOr/ja BO3MO)KHO JieueHue 3aboiie-
BaHus [9, c. 79]. CnepoBaTebHO, TPaBo CyIpyra Ha
MH(GOPMUPOBAHUE U YUaCTHe B IPUHATUY pellieHUsT
0 COXpaHEeHWU WU MpepbiBaHUU OepeMeHHOCTHU
rpy He6/IarONpUATHOM FreHETUUECKOM CKPUHUHTE
TJI0/Ia IOJKHO OBITH 3aKPeTIeHo B 3aKOHe, UTo Oy-
ZIeT COOTBeTCTBOBATh ITPUHIIUITY PABEHCTBA MPaB U
00s13aHHOCTeH pouTenel, KOTOPbIH MpeAnoiaraeT,
YTO BCe Ba)KHbIe BOMPOCHI, KacaroIIuecs: JeTew,
JOJKHBI OBITH IPUHSTHI 110 B3aUMHOMY COTJIaCHIO,
UCXO/Isl U3 TIPUOPUTETa MHTEPeCOB pebeHKa.

Crout 006paTuTh BHUMaHHEe HA TO, UTO B
3apy6e’>XHbIX CTpaHax POXKJEeHHbIe C Ts>KeJou
HacjeCTBeHHOU MaTOJOTHEN AeTH-UHBAIH b
MpPY IOCTHIXKEHUW COBEpLIeHHOJIeTHsI CTaju 00-
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palaThCs B Cy/J C Lje/IbI0 IIPUBJIeYeHMsI BUHOBHBIX
MeJULIMHCKUX PAaOOTHUKOB U MEAUI[UHCKUX Op-
raHy3alUil K OTBETCTBEHHOCTHU 3a UX POXJEHHe,
TOCKOJIbKY 1IeHHOCTb CBOeM >KM3HU OHU CUUTAIOT
coMmHuTeNbHON. B 2021 1. cyz B Benmmkobputanuu
yIoBieTBOpU/ TpeboBaHus 20-71eTHel aHTTMUaHKH
0 MpHYBJIeYEeHUH Bpaua K rpa’kaHCKOU OTBETCTBEH-
HOCTH 3a ee pOXKJeHHe, TOCKObKY OH JIOIyCTUJ/
BpaueOHYIO Xa/aTHOCThb. A MMEHHO: He HaCTOs
Ha TpepbIBaHUU 0epeMeHHOCTH, XOTS 3HaJ, UTO
JMarHo3 — paclielljleHVe [03BOHOYHHUKA — HeCco-
BMECTHUM C TOJIHOLIEHHOW >KU3HBIO U SIBJISIETCS
WHBauAu3upytoium [10].

IMopoGHbIe MCKYM OBLIN YAOBIETBOPEHEI B ['ep-
Manuu, ABctpanuu, CIITA [11]. B ueTwIpex mtaTtax
CIIIA — Bawmunrrone, Kanudopauu, Mane, Hoto-
H>xepcu — BepxoBHbIe Cy[bl B pa3/MYHbIE TOMbI
V/IOBJIETBOPUJIN UCKHU «O HEeNPaBUIBHOWU KU3HU»,
COTJIaCHO KOTOPLIM 4YeJ/IOBeK, POAUBLIMNCS C TS-
Kesiou (popMoi MHBATUAHOCTH, U/TH €T0 POJUTETH
TpeboBa/u BO3Mel|eHHs] SKOHOMUUECKOTo yiriepba
3a JieueHue, YXO/, CIiel[upruecKoe ajarTalfioHHOe
o0yueHue peGeHKa-WHBa/IM/a C Bpadya Wi MeJu-
LIMHCKOM OpraHu3aliiiy B caydasx HenH(opmupo-
BaHUs poauTesned 0 HeoOXOAUMOCTH TpepbIBaHUS
6epeMeHHOCTH TIO0 pe3y/abTaTaM TeHeTHUUeCKOTO
CKPUHMHTA.

B Poccuu npaBoBasi e MHULIUS «HETIPaBUJIb-
Hasi )K3Hb» He BBeJleHa B HOpMaTHBHEIE [IPAaBOBbIE
aKTBI, B CBSI3U C TUM I0/I00Has1 CyieOHasi TpaKTUKa
oTcyTcTBYeT. OfHaKO MeJULIMHCK/Ee OpraHu3aLuu
TIPUBJIEKAIOTCS K FPakJaHCKOW OTBETCTBEHHOCTH
3a OKa3aHUe HeKaueCTBeHHON MeIUL[MHCKOM TTOMO-
IITH, TTOBJIEKIIIEH pOKjeHHe pebeHKa C BPOXKAeHHOH
narosorueii. Tak, B CTaBpOMNoabCKOM Kpae MeJu-
LMHCKAsi OpraHu3al[ys Obljia MprU3HaHa BUHOBHOH B
HeIpoBe/leHNY reHeTHUUeCKOro CKpMHUHTIA 1171073,
YTO He TMO03BOJIMJO0 CBOEBPEMEHHO BLISIBUTH €ro
TaTOJIOTHIO U TIpepBaTh 0epeMeHHOCTH U TIPUBEIO
K POXKJeHUI0 pebeHKa-uHBa/IKU/1a, UHBAJUJHOCTh
KOTODOMY yCTaHOBJIeHa TOKH3HeHHO. TpeboBa-
HUS MCTULbI KOMIIEHCAL[UU MOpaJIbHOTO Bpeja B
CyMMe NIBYX MUJIJTUOHOB pyOJiel CyZ moCUuTas
3aBbIlIEHHbIMU ¥ KOMIIEHCMPOBaJ TOJBKO TPUCTA
ThICSTY py0Osteii [12].

HecmoTpst Ha TO uTO B I'epmaHuu Cybl 3a1u-
Q0T rPakJjaHCKUe UHTepechl JeTel-nHBaIU0B,
Hac/leZIcCTBeHHbIe 3a00/ieBaHUsI KOTOPLIX He ObLIN
CBOEBpPEMEHHO JIMarHOCTHPOBaHbl BpauaMHy, a Takke
B C/TyuasiX HemH()OPMUPOBaHUS POAUTEIeH 0 He0b-
XOIUMOCTH TIpepbiBaHus 6epemeHHOCTH, KoHCTH-
TYLMOHHBIN cy ['epMaHUM yKa3aJj Ha TO, UTO UCKHU
0 MPU3HAHUU «HeNpPaBUJIbHON KU3HWU» SIBJISIOTCS
HEKOHCTUTYLIMOHHBIMHY, TaK Kak I0Jpa3yMeBaloT,
YTO >XU3Hb MHBa/IN/IA MeHee 1leHHa, YeM HelHBa-
JUJa, UTO HapyIllaeT JOCTOMHCTBO TUYHOCTH [13].
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PaccmoTpeHHast cygebOHasi pakTHKa TakKKe
yKa3blBaeT Ha HeOOXOJMMOCTh OIpefeseHUs
BO3MOXXHOTO TIOBe/IeHUsI Bpaua Ipu UHGOPMHU-
pPOBaHUM pOJiUTeNell 0 reHeTUUYeCKO! MOJIOMKe Y
mioga. Ilpuaep)xuBarbcsi M Bpauy 3TUUECKOr0
NpUHLMIIA HeJUPEKTUBHOCTU U/IU, UCXOAS U3
npodeccroHaabHbIX 3HAHUM, HACTaUBaTh Ha IIpe-
pbIBaHUHU OepeMeHHOCTHU? ITOT BOIMPOC aKTyaseH
TIPU pellleHNH BONPOCa POXKeHUsI leTeil He TOJIbKO
¢ Gpu3MUeCcKOU TTaTOJIOTHEH, HO ¥ C ICUXUUECKUMU
Hac/eJCTBeHHbIMU 3aboneBaHussMH. OflHAKO B
rnoc/jielHeM cjiydae, BBUJY HaJWUUs Y HUX YM-
CTBEHHBIX OTKJIOHEHWM, BPsiZl I 3TH JeTH OyayT
TIpeAbSIBAATh TPeOOBaHUS O TIPU3HAHUU UX JKU3-
HU «HETPaBUIBHOW» TIPU [JOCTH)KeHWH BO3pacTa
COBEpILIEHHO/IeTHS], YTO He HUCKJIouaeT UCKOB K
MeJULIMHCKOW OpraHu3aiiuu pOAuTe N en.

Bormpocs 11e/1ecoo6pa3HOCTH BbIHAIIMBA-
HUsi OepeMeHHOCTU YMCTBEHHO HeToJHOIeHHOU
JKeHIL[UHOW W BhIHAIIMBaHUs pebeHKa, yHace0-
BaBIIero Ncuxuyeckoe 3aboseBaHre, 3THUECKHU
OueHb CJIO’KHBIE. MOXKeT /i mcuxuueckoe 3abo-
JleBaHWe MaTepH UM 000UX POAUTE/eH SIBASTHCS
abCOMIOTHBIM MeJULIMHCKUM TOKa3aHWeM K Ipe-
pbiBaHU0 GepemeHHOCTH? [0 HallleMy MHEHHUIO,
MPUHYUTEeIbHOE UCKYCCTBEHHOE MpepbiBaHUe
OGepeMeHHOCTH HeJJOTTyCTUMO B COBPEMEHHOM [ie-
MOKpaTH4eCKoM o01ecTBe.

HexkoTopble 10pUCTHI YKa3bIBaIOT Ha HEOOXO-
JUMOCTb 3aKOHOZaTe/bHOI0 3aKperjeHus rnpe-
pbIBaHUsI OepeMeHHOCTH Y KeHIIWHEI, IPU3HAHHOMN
He/leeCTrioCoOHOM M0 pelleHuIo Cya, BBUY TOrO
yTO 4. 2 cT. 57 ®efepanbHoro 3akoHa «O6 ocHOBax
OoXpaHbl 3710pOBbsi TpakjaH B Poccutickoit Depe-
panuu» A0onycKaeT BO3MOXKHOCTb CTepU/IN3aLiuu
TaKUX KEHIIUH I10 3as1B/IeHHI0 OMleKyHOB. [1pu 3ToM
npolieccyasbHble CDOKM PACCMOTPEHUS TAKUX el
IIOJKHBI OBITH OTPAaHUUEHBI CDOKOM TTPOM3BO/ICTBA
abopra [14, c. 142].

[laHHOe mpejioKeHHe CUMTaeM Heleseco-
006pa3HbBIM, MMOCKOJBKY CYZOTPOU3BOACTBO I10
TaKWUM JleJlaM HeBO3MOXKHO BBU/y TOTO, UTO Gepe-
MeHHasl )KeHIL[MHa, JUIIeHHas [[eecrocobHOCTH,
YyacTo He 3HaeT, UTO OHa OXKUJaeT pebeHKa.

OCTpbIM BOTIPOCOM SIB/ISIETCS IPAaBOBOU PEXXUM
reHOMHOM nH(popMauyu uenoBeka. CorsacHo 1. 3
cT. 1 ®epiepanbHOro 3akoHa «O rocyZiapCTBeHHOM
reHOMHOU peructpanuu B Poccutickoii ®enepa-
L[MU» reHeTUUecKass MH(GOpMaLus sIBJsSIeTCs ya-
CTbIO MIePCOHAJIbHBIX JaHHbBIX YesnoBeka [15]. C Ha-
YUYHOW TOUKH 3pDeHUsI TeHeThuecKast THpopmalus
— IMYHas TaliHa, COCTaBJISIOL[asl YaCTHYO0 )KU3Hb
yejioBeka. [Ipy 3TOM 0Ha MOXXeT OJHOBPeMEHHO
SIBJIATHCS U CeMeWHOM TaliHOM, TaK KaK MH(opMa-
LIUS O BBISIBJIEHUM T€HeTUUeCKO# TI0JIOMKH, OTpe-
Jle/IsifoLel TsKeJTy o Hac/leICTBeHHY 10 1aTOJI0r U0
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Oyayiiero pebeHka, Ba)KHa U J/Is1 POZCTBEHHUKOB,
10 JTUHHUU KOTOPBIX HacjieayeTcsi 3abosieBaHUe.
Oco6eHHO 3TO Ba)KHO, €C/M PO/ICTBEHHUKH Ha-
XOJSATCS B PENpOAYKTUBHOM BO3pacTe U TJIaHU-
PYIOT BOCIIPOM3BOJUTL MMOTOMCTBO, UTO TpebyeT
reHeTHUeCKOro COMpOBOXKZeHUs DepeMeHHOCTH,
CKPUHUHTA 11710712 Ha 3abosieBarue. Ho y Bpaueti oT-
CYTCTBYeT IPaBOBOM MeXaHW3M JloBeJleHUsI TaKOu
“H(OPMaLIMK [0 3aUHTEePeCOBAHHBIX MAI[UeHTOB,
MOJKHO TOJILKO paCCUMTHIBATH Ha TMOPSJOUHOCTH
JIULA, Mpole/llero reHeTHYeckoe TeCTHPOBaHMe,
YTO JAHHYIO0 Ba)KHYI0 WH(OPMALIHIO OH ZOBEJET J0
CBOUX POJICTBEHHUKOB. JTO He0OXOJUMO fienaThb
C LIeJIbI0 MCK/TIOUEHUST POXKIEHUS B UX CEeMbIX
JleTeli-uHBA/IMJOB WUIU JeTel, 3a00eBaHUs KOTO-
PBIX HeOOXOMMO KOPPEKTUPOBATh MPAKTUUYECKHU C
MOMeHTa pokieHus1. Haripumep, peHUTKe TOHY pus,
MYKOBHCII1/I03 KODPEKTUPYIOTCS JUeToTeparnue,
obecreunBasi OMTUMAaNBHBINA 00pa3 JKU3HU JTIOZSIM,
XOTsI /laHHbIe 3a00/IeBaHUS SBJSIOTCS TTPUUUHON
UX UHBAJUAHOCTU. HecBoeBpeMeHHast TOCTAaHOBKA
[MarHo3a MPUBOAUT K YCYTyO/IeHUIO UX COCTOSTHUS
3/]0POBbSI, TSXKeJIBIM OTK/IOHEHUSIM B MX Pa3BUTHUU.

B BenukoOpuTaHUM TAlUEHT UMeeT MPaBO
0TKa3aTbCsl UHGOPMUPOBATh POICTBEHHUKOB O
BBLISIBJIEHHOM y HETO T€HEeTUUeCKOM OTKJIOHEHUH,
HO eCJTY Bpau BU/IUT B 3TOM HEOOXOAMMOCTb, TO OH
nHbopMupyeT 06 3TOM ATEeHTCTBO OMOMeIUITUHEI,
KOTOpOe MpUHUMAaeT Mepbl /1Jis1 UH(GOPMUPOBAHUS
rpak/iaH, ecjiv Ha 3TO eCTb MoKa3aHus [16, c. 135].

CunTaeMm, uTo Takas WHGOpPMALIUs 3aUHTepe-
COBaHHBIM JIUL]aM /I0JI’)KHA ITPeJOCTaBJISThCS 00e3-
JTUYEHHO, a PellleHre 0 He0OX0IUMOCTH I0Be/IeHUs
“HPOPMALIMU MOXKET OCYIIeCTBJSITHCS TOJNBKO
Tioc/ie KoJjlieruaabHou podeccroHanbHOM OLeHKH
KOHKPeTHOTO ciiyuast. Heo6XoAuMOoCTh HapyIeHust
KOH(H/JeHIMaJIbHOCTH MH(OPMAaL[UM TaljueHTa,
cocTaBJsIoNlel BpaueObHY0 TaliHy, BTOP>KeHUe
B UaCTHYIO U CeMelHYI0 >)KH3Hb Trpak/jJaH MOTYT
ObITH 000CHOBAHBI TOJTBKO HEOOXOAUMOCTBHIO
TpeIoTBpaIlleHUs Cepbe3HOro Bpeja pOCTBeHHU-
KaM, TVIaHUPYIOIUM JleToposKjeHue. Takoe pertie-
HUe MOXeT ObITh TPUHSATO BpaueOHON KoMuCcuei
MeJULMHCKON OpraHu3alyu.

WHorpa B pe3y/sbTaTe TeHETUUECKOTO Me[u-
LIUHCKOTO TeCTUPOBaHUsI OOHApy)XUBAeTCs He-
OKM/IaHHAsl TUYHasi WHMOpMalUs, UTO PebeHOK,
HaceACTBeHHOe 3a0oseBaHUe KOTOPOTO yCTa-
HaBJIMBAeTCsI 110 OTLOBCKOM JIMHUU, He SIBJISIeTCS
OuosoruueckuM peOeHKOM MY>KUHWHBI. [laHHas
ripobJiemMa MoOrJia MPOU30MTH KaK 10 BUHE MaTepH,
TakK U 10 BUHE MeIULIMHCKHUX PAOOTHUKOB POJUJIb-
HOTO /JOMa B pe3yJibTaTe HeKOPLICTHOHN TOAMeHbI
pebeHka. B 3Tom ciyuae TpebyeTcsi mpaBoBas
perjamMeHTal[Ms AeUCTBUM Bpauel-TeHETUKOB.
Hy>kHo /i ycTaHAB/IMBATh FreHEeTUUeCKY0 CBSI3b C

lpaBo

MaTepbio, JI0JIKHA JIU TaKas MUHPopMaLus 00Cyx-
aThCsI C 3aKOHHBIMU MpeCTaBUTeISIMU pebeHKa?
B HacTosiljee BpemMsl B TaKUX CUTyaLUsX JaHHas
vH(opMalus He MpeJoCTaBAsIeTCS HU MY>KUUHe,
HU MaTepH, NTOCKOIbKY OHa He COOTBETCTBYET Lie-
JIIM TeHeTUYeCKOIo TeCTUPOBaHUS.

NHuTepecen onbiT 'epMaHuu B Bompocax
reHeTUUeCKOro yCTaHOBJIEHUSI OTI[OBCTBA 0e3
nHpopmupoBaHus Matepu. B 2011 r. Konctutyuu-
OHHBIN cy/ ['epMaHUM 3anIpeTH/ TECTUPOBaHKeE Ha
OTIIOBCTBO 0€3 COT/IacHsi MaTePHU B IIeJIsSIX 3aIl[UThI
uHTepecoB pebeHKa. MysKurWHa OTZAaN Ha TeHe-
TUYeCcKoe TeCTHUPOBaHMe >KeBaTe/bHYI0 Pe3HHKY,
KOTODPYIO MCII0/Ib30Basia ero /0ub, U B pe3yJibTaTe
0Ka3aJsi0Ch, YTO OH He SIBJISIeTCsI ee OUO0IOrHUeCKUM
poJuTeseM, UTO MOCAYKUI0 OCHOBaHHWEM OCra-
puBaHus OTLOBCTBA B cyZe. Cyzbl OTKJOHUIU UCK
B CBSI3U C IpPOBeJileHHEeM 3KCIepTHU3bl BTaliHe OT
Martepu, C yeM coryiacu/ics 1 KOHCTUTYLIMOHHBIN
cyn I'epmanuu [17, c. 100].

[peacTaB/sieTCsi MHTEPECHBIM pellieHKe BOTpPo-
Ca 0 pacKpPBLITUY HH(POPMALUH JeTsM, OCTABIINMCS
0e3 moreueHHs1 PoiUTe/IeN U He 3HAIOLIUM CBOe
TIPOUCXOXKJeHHe — 0 OUOJIOTUUeCKUX POAUTEISX,
a Tak)Xe [eTsIM, 3a4yaThIiM C [IOMOLbIO ZOHOpA.
Cratbs 7 KoHBeH1Us 0 paBaxX pebeHKa ycTaHaB-
JIMBaeT MpaBo JleTell, HACKOJbKO 3TO BO3MOJKHO,
3HaTh CBOMX poauTesieli [18]. [eHeTHUeCKoe TeCTH-
poBaHHe CrIoCcoOHO 00eCeurTh JJaHHbIE HHTEPeCHI,
HO HEe0OXOZMMO OTpe/ieIuTh 00beM HH(OopMaIiH,
KOTOPBIM MOXKeT OBITh TTPeIOCTaB/IeH 10 TaKOMY
3anpocy. OnbIT 3apy6eXXHBIX CTPaH MOKa3bIBaeT
BO3MOXXHOCTb PaCKDPbITUSI IEPCOHAIBHBIX AaHHBIX
[IOHOpa raMeT TIPU JOCTI>KeHUU pebeHKOM ormpe-
JesleHHOTO0 Bo3pacTa: 18 et — B BesinkobpuraHuwy,
Hanunu, @unnguauu, [lIseunu; 16 net — B Hugep-
JlaH/laX, He3aBUCUMO OT Bo3pacta — B ['epmMaHumn
[19, c. 51].

KoHcTutyumonHsiii cyj Poccuiickoit ®efe-
panuu eme B 2015 r. npy pacCMOTpPeHUH BONPOCa
0 BO3MO>XHOCTH PACKPBITHSI TallHbI YCHIHOBJIEHUS
NIOTOMKaM YCBIHOBJIEHHOT'O I10CJIe er0 CMepTH U
CMepTH YCbIHOBUTee! yKa3asl Ha OTCyTCTBUe Tpe-
MATCTBUS B peajy3aliy JaHHOI' O 1paBa, ecyiv 3TO
He00XOIMMO C 11eJIbI0 YCTaHOBJIEHUSI STHHUECKOTO
TPOUCXOXKJEeHUs CBOUX POAuUTesel, JMarHOCTUKU
HacJ/ie/ICTBEHHBIX 3a00/1eBaHUH, TIPeJOTBPaLl[eHUs
6/IM3KOPO/ICTBEHHBIX CBsizeit [20].

TakuM 06pa3oM poCCHIICKHe TPaBOBble NUHCTHU-
TYThI IeTCTBA, OTLIOBCTBA, MaTEPUHCTBA WU TaliHbI
YCHIHOBJIEHUSI HEOOXOMMO MPUBECTH B COOTBET-
CTBUE C HAYYHBIMU IOCTHKeHUSIMU TeHOMUKHU. [1pu
3TOM TaifHa yCHIHOBJIEHUS 0e3 MeJUL[UHCKUX TIOKa-
3aHUI He MOXKET ObITh PACKPBITA MPH XKU3HU YCHIHO-
BUTeJIeH 0e3 UX cornacus, a UHGOpMaLUs 0 JOHOpe
raMeT MOXKET Mpe/IoCTaB/sAThCS B 00€3/TMUeHHOM
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BH/le, B TIPOTUBHOM CjIyuae MOXKeT Hab/oaThCs
IeUIUT JaHHBIX JOHOPOB, KOTOPBIHM Hab/TI0JaeTCs
B 3apy0eXXHBIX CTpaHaX, uTo 00YC/IOB/IEHO HEXerla-
HUeM OO/BIITMHCTBA MY KUMH PaCKPLIBATh CBOU ITEP-
COHa/TbHBIE JaHHbIE IeTSIM, 3aUaThIM B Pe3yJibTare
WX yUyacTHs B JOHOPCTBe CIIepPMbI, U YCTaHaB/IUBaTh
C HUMU PO/ICTBEHHbIE CBSI3U.

CrpeMuTenbHOEe pa3BUTHE TeHOMHBIX UC-
cnepoBaHuii B CIIIA mpousowsao Ha HECKOTbKO
JeCSITUIeTUH PaHbIIIe, ¥ UX OIBIT CBU/IETE/TLCTBYET
0 He0OXOJMMOCTH MPaBOBOM 3aIUTHI Pe3y/IbTaTOB
TaKHX UCCTIeIOBaHUH OT paboTofiaTeel, CTpaxoB-
LIMKOB U 6aHKUPOB.

B CIIA u3BecCTHBI cly4yau reHeTUUYeCcKou
NUCKPUMUHALIUY Ha OCHOBAHWH [JUCKPHMUHAIIH-
OHHBIX 3aKOHOB HEKOTOPBIX IITAaTOB, MPUHATHIX
B 1970-x rr., mpejNNCHIBAOIINX FeHeTHUeCKHe
CKPUHUHTHY Ha CEepIIOBUHO-K/IeTOUHYI0 aHEMUIO
adpoaMeprKaHLeB, UMEIOIIUX TOMYISLIUOHHY O
reHeTHUeCKYI0 Ipe/ipacIio/ioyKeHHOCTh K JaHHOMY
3a0b0/IeBaHUIO, UTO TIPUBEJIO K UX JUCKPUMUHAITUU
TIPU TPYZAOYCTPONCTBE M MeUL[MHCKOM CTPaxoBa-
Huu. A B 1990-e rT. paboToaTesiv ¥ CTPaXOBIIUKU
cTaiu coOmpaTh He3aKOHHBIe JaHHBIE O TeHeTHYe-
CKOM IIpe/1pacIionoyKeHHOCTH JKeHIINH K paKy Ipy-
[I¥, TaK KaK 4acTo JaHHOe 3abosieBaHue SIBJSETCS
MPUUMHOM X HETPYHOCIIOCOOHOCTH U Tpebyer
JIOJITOCPOUHOTO CTpaxoBoro obecrieyenus. Emje
OJJHUM TIPUMepPOM JUCKPUMUHALIUH T10 pe3y/IbTaTy
reHeTUYeCKOr0 TeCTUPOBaHUs, HabO/Ir01aBIIerocs
B CIIA, sBisieTCs JUCKPUMUHALUSA M0 HaJTUYHIO
reHeTUUYeCKOH TPe/ipacrio/ioXKeHHOCTH K 60J1e3HU
Aneyreiimepa [21, p. 51]. B CIIIA y>e ciokuiachk
cynebHast IpaKTHKA TI0 3alliuTe T'PaKAaH OT re-
HeTHUueCcKol gquckpumMuHauuu. Cyabl MPU3HAIOT
He3aKOHHBIM COOp C COMCKaTesisi pabouero mecra
wHpopMaLuu o ero 3abo0/ieBaHUSAX, B TOM UUCJIe
M0 pe3yabTaTaM T'eHeTUYeCKOTO TeCTHUPOBaHUS,
€CJTH OH He SIBJISIeTCS] UHBAIUOM U He HY>XXJaeTCst
B 0COOBIX yCIOBUSX paboThI [22].

YToOBI He ZIONYCTUTh 3710y TTOTPeOIeHUIH CO CTO-
POHBI CTPaXOBbIX OpraHM3aIivii, 06ecreurnBaroIInX
MeJJULIMHCKOe CTpaxOBaHWe aMeprKaHIleB, B 1996 1.
ObL/ IPUHAT (ejiepasbHbIN 3aKOH O TIEPEHOCUMOCTH
Y TIO/IOTUETHOCTU MeJWLIMHCKOTO0 CTPaxOBaHUs
[23], KOoTOpBIH 3aripelrjaeT CTPaXxOBbIM OpraHM3a-
LMSIM 3aripalivBaTh reHeTUUecKyto WHGOopMalrio
nanueHToB. B 2008 r. B CIIIA npuHAT 3aKOH O 3a-
rpeTe JUCKPUMMHALIMM Ha OCHOBE TeHeTHYeCKOM
rHpopmaLuu [24], mosokeHust KOTOPOTro 3arnpelia-
10T paboToJaTesTI0 M areHTCTBAM I10 TPYAOYCTPOM-
CTBY 3arpalivBaTb UHGOPMALMIO O pe3yabTaTax
reHeTUUeCKOr0 TeCTUPOBaHUSI pabOTHUKOB, 3a
WCKJIIOUeHHEeM CJTyuaeB IPOBe/ieHUs] FeHeTHUeCKo-
r0 MOHUTOPUHTA OHMOJIOTUYeCKOr0 BO3JeHCTBUS
TOKCHUYHBIX BellleCTB Ha paboueM MeCTe, HO TOJTbKO
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B TOM CJIyuae, eC/id OH yTBep)KJeH (heJepanbHbIM
3aKOHOM MJIA 3aKOHOM IlITaTa Ha BpeJHOM IPOM3BO/I-
ctBe. [Ipu 3TOM paboTofaTesto MpeaoCTaBIISIIOTCS
pe3y/IbTaThl MOHUTOPUHTA TOJILKO B COBOKYITHBIX
TI0Ka3aTessiX, He PaCKphIBast IMYHOCTH KOHKPETHBIX
coTpyHUKOB. Takast nHpopMalusi obecrieurBaeT
oLeHKY 3(HeKTUBHOCTH Mep 3al[UThl PAOOTHUKOB
BpeJHBIX MPOU3BO/ICTB OT SAOBUTLIX BEIeCTB U
JlajbHel1ee coBeplIeHCTBOBaHUe MPO(UIaKTUKI
Heb1aronpusiTHbIX (PaKTOPOB MPOM3BO/ICTBEHHOM
cpeZibl Ha pabouem MecTe.

CrnemoBaTeTbHO, BEKTOPBI Pa3BUTUS KOHCTH-
TYLIMOHHOM 3all{UThl NTPaB POCCUUCKUX Tpa’kjaH
B CBSI3UW C Pa3BUTHEM Te€HOMWKH JOJIKHBI OBITH
HaripaBJieHbI ¥ Ha HeIOMyIlleHre NX JUCKPUMHUHA-
[[M1 Ha OCHOBAaHUHU TeHeTHUeCKOTr'0 TeCTUPOBAHUS
paboTojaTensiMi, CTpaXOBI[MKaMHW U OaHKHpa-
MU. BHeipeHUe mepro/juecKoro reHeTUUeCcKoro
MoHuTOpUHTa B Poccuu mMorsio Ovl CyIiecTBeHHO
YIIPOCTUTH YCTAaHOBJIEHHE WHBATUAHOCTH B CBSI3U
¢ mpodeccroHaNbHBIM 3aboeBaHreM paboTHHUKa.

PesynbTarthl

ITpo6/iemMbI 3aIIUTHI TIPaB IPaK/AaH B CBSA3U C
pPa3BUTHEM T'eHOMHUKM BeCbMa Pa3HOCTOPOHHU U
OCTpBI, 3aTParUBAIOT UHTEPECHI PA3TUUYHBIX CYODb-
€KTOB TIpaBa. AHalu3 PaCCMOTPEHHBIX MPobJeM
KOHCTaTHPYeT 00beKTUBHBIE CJIOKHOCTH UX MPABO-
BBIX pellieHnH, 00yC/I0BIEHHbIE TPOTUBOPEUHBLIMU
HPaBCTBEHHO-3TUUYECKUMU BO3MOXXHOCTSIMHM UX
yperynupoBanusi. OfHaKo 3TO He UCKJIIOYaeT, a, Ha-
060poT, IeTepMUHKPYeT, 00513aHHOCTh TOCYJapCTBa
TIPOBOJUTH HOPMAaTUBHOE Pa3BUTHE KOHCTUTYITUOH-
HOU 3al[UThI [1PAB UeJIOBEKA B CBSI3U C TIPOTrPECCOM
reHoMHUKH. Heo6xo/1MM0 CBOeBpeMeHHO rpeiyTipe-
IUTb TUCKPUMUHALIMIO POCCUUCKUX T'PaKAaH Ha
OCHOBaHUHU reHOMHOUN WH(MopMaruu, 0becrneunThb
yBa)keHHe ueji0BeueCcKOro JOCTOMHCTBA, OXpa-
HY YaCTHOM >KU3HU, JIUUHOU U ceMelHOW TaliHbI
rpakfiaH c yueToM OasiaHCa MHTEpeCcoB CTOPOH, 3a-
HWHTEPECOBAHHbBIX B [10/1yUeHUU T€HETUUECKOMN UH-
(hopmanyn. B cBsI31 CO CTPEMUTE/IEHBIM Pa3BUTHEM
TeHOMUKH TOCYZapCTBY HEOOXOJUMO OIpe/ie/TUTh
npe/ie/sibl BMEIATeJbCTBA B YACTHYIO U JINUHYIO
>KM3Hb POCCUHCKUX T'PaXKZaH B COOTBETCTBUU C
KOHCTUTYLIMOHHBIMU MPUHIUIIAMU Pa3yMHOCTH,
CTIpaBe/IJIMBOCTH U COPa3MEepPHOCTH /IJisl 3all{UThI
KOHCTUTYLIMOHHO 3HAUNMOU [[eHHOCTH — YeJIoBeKa.
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