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MMPABOBDBIE MPOBJIEMbI U PUCKK
FTEHETUYECKOW PEBOJTIOLIUK:
TEHETUYECKAS UHOOPMALINA

U AUCKPUMUHALIUA

AHHOMayusA. B cmamse asmop omme4aem, 4mo Ho8ble MexHO102UU ChOCOOHbI CYyWecCmB8eHHO
UBMEHUMb KAK HU3Hb KaX0020 4es108eKd, makK U pa3gumue Yyesnosevyeckol yusunusayuu 8 ye-
710M. B amoli ceA3u Heobxooumo ommemums pakm 803pACMAHUA 3HAYUMOCMU 2eHemuyYecKoU
uHgopmauyuu, codepxawelica 8 JHK yenoseka, 8 pasnu4Helx cihepax e2o wusHedeamensHoCMu
U Heobxod0umocme 018 NPasosoli HayKu, y4umel8as 0aHHbIU (pakm, ahpekmusHbIMm 06pa3om 3a-
Wuwame npasa eparoOaHUHA 8 Uesax HedonyweHUs NPUYUHEHUS 8peda HenpagoMepHbLIM UCNOs1b-
308aHUEM e20 2eHemu4ecKol UHGPOPMayuU.

Ha ocHosaHuu nposedeHHo20 aHanu3a npobsiem, 803HUKAIOWUX 8 C853U C UCNOb308AHUEM 2eHe-
muyeckol UHopMayuu o Yenoseke, asmop NPUXooum K 861800y 0 He0bxoO0uMocmu coseplieH-
CMe08aHUA 3aKOHOOaMen6Cmaa 8 amoli chepe, 8 MOM Yucsie 8 uesnax HedonyuweHus OUCKPUMU-
Hauyuu epax0aH no npusHaky eeHoma. o ceoeli npasosoli npupode 2eHemu4eckas UHHOPMAyUs
A81A€MCA 31€MEHMOM AUYHOU, cemeliHol maliHbl 2paXOaHUHA U 8KAo4aemca 8 bosee obvemHoe
noHamue maltiHel yacmHoU #u3Hu cybbekma, Noamomy 00AHCHA 3aUULAMbLCA 30KOHOM KaK He-
mamepuansHoe 671020 (cm. 150 MK P®). O0HakKo cywecmayroujee npasosoe peaynuposaHue He
€cnocobHo yyecmsb ocobeHHocmu eeHemuyeckol uHgopmayuu u obecneyums 3ghekmusHyHo 3a-
wumy om HenpasomepHo20 3asnadeHusa smol UuHpopmayuel u ee ucnosnb308aHUA, 8 MOM Yucse
om cosepulieHus delicmaull, HONPABAEHHbIX HQ YCMAHOBAEHUE 02PAHUYEHUU NO NPUBHAKY HAMU-
yua HacredcmeeHHbix 30601e8aHUL U UHbIX 0cobeHHocmel npu npueme Ha pabomy, 3aKA4YeHUU
002080p08 CMPAXOBAHUA, KPeOUMHbIX 002080p08 U Op.
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mecmuposaHue, 20cy0apcmeeHHas 2eHOMHAA pe2ucmpayus, HemamepuasnsHoe 61020, maliHa
yacmHol WuU3HU, MaliHa YCbIHOBAEHUS, YCMAHOB8/AEHUEe OMU0B8CMBd, 3aWUMma 2eHemu4ecKkol
udeHmuyHocmu.
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Bblpatolmeca HayyHble OTKPbITUA B FeHETUKe, HanpaBAeHHOro, KOHTPOANPYEMOTO Pa3BUTUA.

MeAnLNHE N CMEXKHbIX 061acTax Hayku co3gann  C noasneHus TexHonorum KO B 60-x rr. npowno-
COBEepLIEeHHO HOBbIe BbI30BbI, CNOCOOHbIE M3ME- O BEKA YE/10BEYECTBO TEM MU MHbIM 0b6pasom
HUTb cyAbby BCEM YeNOBEYECKOWN UMBUAIN3ALMN. MbITaeTCA B3ATb NOA, KOHTPO/b NPOLLECC pOXKaa-
YKe MOXXHO 3aKN04YNTb, YTO YeN0BEeYeCTBO BCE  eMOCTHU.

Oanblle yxoauT OT 3BOJIIOLMM 3a CHET ecTecTBeH- B HacToAWwMi MOMeHT Hanbosiee pe3oHaHc-
HOro oTbopa M NPMUXOAUT K 3BOIIOLUMUM 33 CHET  HbIMU U NEPCNEKTUBHBIMU ABAAIOTCA Cleayolme

UccnepoBaHue BbINOAHEHO Npu ¢dMHaHCcoBOW nogaepkke PPPU B pamKax HaydyHoro npoekta Ne 18-29-
14014 mKk «KoHLenuua rpa)aaHCKo-NPaBoBOM 3alLMTbl NPaB rpaxKaaH Npy UCNONb30BaHUM FTEHOMHbIX TeX-
HONOTUMY.

*

borpaHoBa E. E., 2019

boed0aHosa EneHa EseeHbesHd, AOKTOP HOPUOMYECKMX HAYK, WU. O. 3aBedylolero Kadeapon rpakaaHCcKoro
npaBa MOCKOBCKOro rocyZ1apcTBeHHOro lopuanyeckoro yHmsepcuteta umenun O.E. KytaduHa (MIHOA)
eebogdanova@msal.ru

125993, Poccua, r. Mocksa, yn. Cagosada-KygpuHckas, a. 9

N2 6 (151) uioHb 2019



borpaHosa E. E.

ﬂpGBOBbIE ﬂp06ﬂ€MbI upucku 2eHemuyeckoli pesoJiryuu: 2eHemuyeckas UHd)OpMaL{UH u aUCKpUMUHaL(LIﬂ

TEXHONOIMM, KoTopble B 6anKawme roabl 6yayT

UrpaTh CyLLECTBEHHYIO PO/ib B HALLEN KU3HM:

— TexHonorua CRISPR (Takke naBecTtHaa Kak
CRISPR/Cas9) — MHCTPYMEHT N8 peaakTupo-
BaHWA reHOMa, KOTOPbIN NO3BOASET FeHETUKAM
peaakTMpoBaTb YacTU reHOMa nyTem yaane-
HUA, A06aBAEHUA NN U3MEHEHUA NOCNeLO-
BaTenbHbIX y4acTkos AHK;

— MeToZ MUTOXOHAPWANIbHOIO NepeHoca, Korga
poxaeHue pebeHKa NPonCXoamuT NpU y4acTum
bonee gByx yenosek. B 2015 r. napnameHT
BennMkobpuTaHMM NPUHAN COOTBETCTBYHOLW MM
3aKOH, paspeLlatolnii NpUMeHeHne 4aHHOro
meToaa2. Mpu NomoLLM TakoW NPoLEeAypPbl POXK-
paetca pebeHoK, KoTopbin byaeT Hectn HK
Tpex pogutenei: agepHas JHK 6yaeT cknagpl-
BaTbcA n3 AHK otua n matepu, a MUTOXOHAPU-
anbHan AHK byaeT npegocrtaBieHa 4OHOPOM
ANLUEKNETKY;

— poxaeHue pebeHKa 6e3 UCNoNb30BaHUA AN-
LEeK/IeTOK. [laHHaA TEXHONOrMA NoKa Haxo4mT-
CA B CTaAnK pa3paboTku u obcyxaeHua. Tak,
y4yeHble n3 YHusepcuteTa ropoga bata ytBepK-
[AaloT, 4To B ByAyLLemM CTaHET BOSMOXKHbIM 3a-
YyaTb pebeHKa be3 aluekneTkn. OHM 3Kcnepwm-
MEHTUPOBAAN C CO3ZaHNEM 300POBbIX MbILLEN,
0b6MaHbIBasA KNeTKM cnepmbl, byaTo oHa onso-
[0TBOPAET HOPMaJIbHYIO ANLEKNETKY. Taknm
o6paszom, yenosek (My»KumHa) mor 6bl co3aaTtb
cobcTBEHHOrO pebeHKa, MCNoNb3ys CBOW KNeT-
KM 1 cnepmy. B atom cnyyae pebeHoK 6bin 6bl
CKOopee HeUAEeHTUYHbIM 6M3HELO0M, YeM Ko-
HOM. «O4Ha 13 BO3MOXHOCTEN B OTAA/IEHHOM
6yayLLeM COCTOUT B TOM, YTO 0ObIYHbIE KNETKM
Yes/I0BEYECKOrO Tela B COMETaHUM CO cnepmMoi
MOryT obpasoBaTb IMBPUOHY», — OTMeYaeT
npodeccop MNeppu3;

— cO34aHue UCKYCCTBEHHOM MaTKu. B cepeanHe
1990-x rr. ANOHCKKME y4yeHble MOIN COXPaHATb
KO3bW 3MBPUMOHBI Ha NPOTAXKEHUWN HECKOIbKUX
HefeNb B MalLMHE, COAEPKABLUEN UCKYCCTBEH-
HYI0 aMHUOTUYECKYIO XUAKOCTb. CerogHsa c ee
NMOMOLLbI0 MOXHO COXPaHUTb NPeXKAeBPeMEHHO
POXAEHHbIN NA0A, MOKMHYBLUMIA MaTb B recTa-
LMOHHOM BO3pacTe meHee 22 HeAenb. ITO MNou-
TW NONOBUHA CpOoKa bepemeHHOCTM (40 Heaensb).

HecomHeHHO, YTO AaHHble TEXHOI0TrMKU Ccno-
COBHbI 3HAUNTENBHO U3MEHUTb KaK KU3Hb KarK-
[0r0 YesloBeKa, TaK U pa3BUTUE YesloBEYECKOM
LUMBMAN3aLUM B LenoM. Npryem, yunTbiBaa CKo-
POCTb Hay4YHOro Pa3BUTMA B 3TOM 061aCTU, TPYAHO
NpeanonoXKUTb, KaKMe TexHoNorMm ByayT co3aaHbl
B byaywem. OgHaKo yxe HeobxogMmo OTMETUTb
daKT BO3pacTaHUA 3HAYMMOCTU FeHEeTUYECKOM
nHpopmaumu, cogeprkawerica B 1HK yenoseka,
B pas/nyHbIX chepax ero KmsHeaeATeIbHOCTH
N HeobXoAMMOCTb A1 NPAaBOBOM HAYKM, y4UTbIBAA
AaHHbIN GaKT, 3pPeKTMBHbIM 06pa3om 3alUMLLATb
npaga rpaxkAaHnHa B Lensax HegonyLweHns npuyn-
HeHWA Bpeaa HernpaBOMEPHbIM UCMO/Ib30BaHUEM
€ro reHeTM4YecKkom nHbopmaymu.

Bo3HMKaeT BoNpoc, 4To cneayeT NOHMMaTb Nog,
reHeTUYecKom MHpopMaLmen o YesnoBeke. 3aKo-
HogaTenbcTBO EBponelickoro Coto3a nog reHe-
TUYECKMMW AAHHbIMU MOHMMAET NEePCOHasIbHbIE
AaHHble, KacaloLlneca yHacneL0BaHHbIX Uan Npu-
0bpeTeHHbIX FTeHETUYECKMX XapaKTePUCTUK GU3N-
YecKoro /iMua, KoTopble NPeaoCTaBAAT YHUKASIb-
HY0 MHPopmaLumto o GU3MOIOTMUN UK 340POBbE
yKa3aHHOro ¢p1M3nM4ecKoro amua 1 Kotopble npea-
CTaBnAT coboli pe3ynbTaT, B YaCTHOCTW, aHAIM3a
ero 6uosiornmyeckoro obpasua’.

B 2008 r. KoHrpecc CLUA npuHAn 3aKoH o 3anpe-
Te AUCKPMMMHALLMN Ha OCHOBE FreHEeTUYECKOM UH-
dopmaumm (Genetic Information Nondiscrimination
Act, GINA), He gonycKaloWwmii AUCKPUMMHALMIO Ha
OCHOBE reHeTu4yeckom nHbopmaumnm Npu Tpya0-
YCTPOMCTBE ANLA N MEANLMHCKOM CTPAXOBaHUW.
GINA onpegenset reHeTUYECKYO MHGOPMaLMIO
KaK pe3ynbTaTbl reHETUYECKOTO TECTUPOBAHMUA
dunsmyeckoro nnua, pesynbraTbl reHETUYECKOTO
TECTUPOBAHUA YNEHOB €ro0 CEMbW U NPOABAEHUA
3a60/1€BaHNIN NN UHBIX PACCTPOMUCTB Y Y/IEHOB Cce-
MbW faHHoro nnua. GINA TakKe 3anpewaeT pabo-
ToAaTeNAM NOAyYaTb reHeTUYECKY0 MHGOPMALIMIO
OT TaKoro cybbekTa Uan YaeHa ero CeMbM, 3a UC-
KAtOYEHNEM NPeayCMOTPEHHbIX B 3aKOHEe C/1y4aes,
KaK, Hanpumep, 4OH6POBOLHOIO NPeaoCTaBAeHUA
MHbOPMaLUM INLLOM B PaMKax MPOXOXKAEHMA Ka-
KOW-11b60o 0340POBUTENBHON NpPorpammsbl®. feHe-
TU4Yeckan MHGopPMaLMA He BKAKOYAET CBEAEHUM
0 BO3pacTe U1 NoJI0BOM NPUHALANEXKHOCTU IMLA.

2 URL: cnbc.com»2015/02/25/britain-becomes...three-parent...

3 URL: bbc.com>russian/features-37357986

PernamenT Ne 2016/679 Esponeiickoro napnamerta n CoseTta EBponeiickoro Cotosa «O 3awmte Gpranyecknx

ML, Npy 06paboTKe NepcoHaNbHbIX AaHHBIX M 0 CBOBOAHOM 06paLLeHNM TaKMX AaHHbIX, @ TakKe 06 oTmeHe [u-
pektunebl 95/46/EC (06wt PernameHT o 3awwmTe NepcoHasnbHbIX gaHHbIX)». M. 13 // CMNC «KoHcynbtaHTA0CY.
5 Genetic Information Nondiscrimination Act of 2008, Pub. L. No 110—233, 122 Stat. 881 (codified in scattered

sections of 26, 29, and 42 U.S.C.).

N2 6 (151) uioHb 2019

19



20

TEHOM
GENOME

B cootBeTctBUM c n. 1 cT. 16 JlononHUTenbHO-
ro NPoTOKoNa K KOHBEHLMM O NpaBax YenoBeKa
n buoMeamMUMHE, KacatoLweroca reHeTUYeCKoro Te-
CTUPOBaHMA B MeanumHCKux uenax (CETS Ne 203)°,
KaXKAblM UMEET NPaBO Ha YBAa*KeHWe ero naun ee
YaCTHOW KM3HW, B YaCTHOCTM Ha 3aLLMUTY €ro Uam
€e NepcoHaNbHbIX AaHHbIX, MONYYEHHbIX B pe-
3y/AbTaTe reHeTUYEeCKMX TecToB. Takum obpasom,
KoHBeHUWA 0 NpaBax YenoBeKa Npu NpoBeaeHUn
nccnenoBaHuii B chepe bmomeauLMHbl paccma-
TPUBAET reHeTUYECKYH0 MHGOPMALMIO B KOHTEKCTE
NepcoHaNbHbIX AaHHbIX AMLa.

[elicTBytollee pocCMNCKOE 3aKOHOAATEIbCTBO
He pacKpbiBaeT coAepKaHne KaTeropum «reHeTu-
yeckaa MHpopmauma». OgHako PeaepanbHbiit 3a-
KoH o1 03.12.2008 Ne 242-$3 «O rocygapcTBeHHOM
reHoOMHoWM peructpaumm B Poccuiickon deaepa-
umnm»’ B . 3 cT. 1 NnpeaycMaTpuBaeT NoJoXKeHMe,
COrNacHO KOTOPOMY reHOMHasA MHpopmauna npea-
cTaBnsAeT coboi nepcoHasibHble AaHHbIE, BKOYa-
IoumMe KoanpoBaHHy MHbopmaumio o6 onpeae-
NeHHbIX parmeHTax Ae30KCUPUDOHYKNENHOBOW
KMCNoTbl GU3NYECKOTO INLA NN HEONO3HAHHO-
ro Tpyna, He XxapakTepusyowmx nx ¢usnonorm-
yeckme ocobeHHocTU. B To e Bpemsa n. 1 cT. 11
depnepanbHOro 3akoHa ot 27.07.2006 Ne 152-®3
«0O nepcoHanbHbIX AaHHbIX»E, He pacKpbIBaa co-
AeprKaHuA reHeTUYeckom nHpopmaummn, dopmy-
JIMPYET NOHATUA BUOMETPUYECKMX NEPCOHANbHbIX
OAHHbIX, MO KOTOPbIMM MOHUMAIOTCA CBEAEHMUSA,
XapakTepusywouwme ¢nusnonormyeckme n bmono-
rmyeckne oCobeHHOCTU YeNnoBeKa, HA OCHOBAHWUK
KOTOPbIX MOXHO YCTaHOBUTb €ro JIMYHOCTb.

B HayKe Heo4HOKpaTHO 06paLanocb BHUMa-
HWe Ha 0COBEHHOCTb reHEeTUYEeCKOW MHPOPMALLMMK,
3aKJ/1H04AIOLLYIOCA B TOM, YTO CBEAEHMA O FeHOMe
OfHOrO YesioBeKa B 06A3aTeNbHOM NopsAgKe co-
OeprKaT MHPOpMaUUIO O reHOMax YJIeHOB ero ce-
Mbu®. MpUMEPOM 3TOro ABIAETCA HeaBHMI apecT
B CLLIA nozgo3peBaemoro B cepuiHbIX yoMncTeax
6biBwero noaunueickoro A. 4. AeAHaxkeno. Ero

Hawnwm cnycta 30 net 6narogapa AHK, caaHHoM
€ro poAcTBEHHMKOM U3 ntobonbiTcTBa. MpecTyn-
HUK B Nepuog ¢ 1974 no 1986 r. youn Kak mu-
HUMYM 12 yenoBeK, HO He bbin NomaH. Tenepb
MPOTMB HEro eCcTb OYeHb BaXKHaA yAMKA — aHaAu3
AHK. Taknum o6pasom, reHeTnuyeckan MHGopma-
LMA B CUTy CBOUX OCOBEHHOCTEN COAEPKUT CBE-
OEHUs, OTHOCALLMECA HE TONbKO K /1ML, KOTOpPbI
nepegan cBoi bBUONOrMYEeCKUii maTepuan gna
nccnenoBaHMA, HO M K YleHam ero cembW U poga-
CTBEHHMKaMm. [No3aTomy reHeTMdeckaa nHbopma-
LMA UL OTYACTM MOXKeT BbITb OTHECEHa K nep-
COHa/NIbHbIM AaHHbIM CybbeKTa.

B npoponxKeHne M3N0XKEHHOTO Bbllle He-
06X0AMMO OTMETUTb, YTO B HACTOALLMIA MOMEHT
OHNAMH-CePBUCHI ANA FreHETUYECKUX TECTOB CO-
O6MpPatoT 3HAUNTENBHOE KONMYECTBO MHbOPMaLUUK
0 NIAAX BCEro Mupa, YTo npeacrtasnnet coboun
onpeneneHHyo yrposy NMYHOM 6e30nacHOCTH
1 obecneyeHmnto TalHbl YaCTHOM KU3HU BNadenbLa
reHeTUYecKomn MHbopmaymu.

Yenosek nosy4aet vHGopMaLUIO O CBOEM re-
HOMe, KaK NPaBuK/IO, B pe3yabTaTe reHeTUYECKOTO
TecTnpoBaHua. Cneayet OTMETUTb, YTO COMACHO
n. 2 c1. 10 KoHBEHUMM 0 NpaBax Yyesoseka n buo-
MeaMUUNHE KaXKabl YeNOBEK MMEET NPaBO O3Ha-
KOMUTbCA € Ntoboli cobpaHHON nHPopmaumnen
0 CBOEM 370p0OBbe. B T0 e Bpema Heobxoanmo
yBaXKaTb *KenaHue yenoseka He 6biTb MHGOPMHU-
pOBaHHbIM Ha 3TOT cyeT. Kak otmeyatot C. M. Jlun-
KnH 1 K. Jlyoma: «MHorme ntogm He XOoTAT 3HaTb
0 reHax, Cy/IALLMX CIMLLKOM MYyYUTENbHbIE U HEU3-
Nneynmble 3aboneBaHmMA, Ha KOTOPbIE HUKaK Heb-
35 NOBAUATL, €CN TAXKenaa bonesHb HagBUraeTcs
HeoTBPATMMO U HET HU BO3MOXKHOCTM 0BAerynTb
COCTOAHME NaumeHTa, HU Tem Honee BblNEYNTD.
JTO camoe yrKacHOoe B reHeTUYeCKOM TeCTUpPOBa-
HUK. 3HaHWe 6e3 cu/bl AeNaeT Hemsneunmble 3a-
60/1eBaHNA NOXOXKUMW Ha APEBHErPEYECKUNE TPa-
refuu, Koraa BCEM OCTaeTcA TONbKO HabaoaaTo,
KaK HeyMO/IMMO MOABAAIOTCA CUMNTOMbI» L,

® MoanucaH B r. CTpacbypre 27.11.2008. KoHBeHLMA 0 3alLMTe Npas YeoBeKa M Ye0BeYeCcKoro 4OCTOMHCTBA
B CBSI3W C MPUMEHEHUEM LOCTUXNKEHUI BMONOTUM U MeSULMHbI: KOHBEHLMA O NpaBax YenoBeka U buomeau-
umHe (ETS Ne 164) (3akntoueHa B . OBbego 04.04.1997) (c uam. ot 27.11.2008) // CNC «KoHcynbTaHTMAOCY.

7 CNC «KoHcynbtaHTMAOCY.
8 CINC «KoHcynbTtaHTMAOCY.

®  Cm., Hanpumep: Kybumosuy C. H. AHK Kak HocuTenb MHGOPMaLMM HEOrPaHMYEHHOTO Kpyra auy, // BecTHUK
3KoOHOMMYecKol 6esonacHocTu. 2017. Ne 4. C. 186 ; Pacconos U. M., Yybykoea C. I., Mukyposa W. B. Buome-
TPYA B KOHTEKCTE NepPCoHasIbHbIX AaHHbIX M reHeTUYecKon nHdopmaumm: npasosble npobnembl // Lex Russica.

2019. Ne 1. C. 108—118.
0 URL: medialeaks.ru»2704dalex-yt-23andme/.

1 JlunkuH C. M., /lyoma [xc. Bpems reHoma : Kak reHeTUYeckme TeEXHONOTMM MEHSAIOT Hall MUP W YTO 3TO 3HAUUT

ans Hac. M., 2018. C. 36.
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Mpu paccmoTpeHMU BONPOCOB, CBA3AHHbIX
C reHeTU4YecKkMmM TecTupoBaHuem, Heobxogmmo
OTMETUTb eLle OAHO HECOMHEHHOE JOCTUXKEHME
COBPEMEHHOW HayKK, KOTOPOE BbIPa3naoch B LUG-
posu3aLmMn MHGOpPMauUumM 1 obneryeHmm goctyna
K Heil. Mo meTKoMy BblpaxkeHUto npodeccopa
WN. ADyKYHBbI, «reHeTUYeCcKoe TeCTMPOBAHME BCTpe-
™mno 6onblive aaHHble (Big Data)»!2, yto npuaa-
N0 reHeTU4YeCcKon MHPopMaLMM KavecTBa A0CTyn-
HOCTU M NoBcemecTHOCTU. OgHaKo 3TM KayecTea
MMEIOT U CBOIO OTPULLATE/IbHYHO CTOPOHY, KOTOpas
3aKN0YaeTCcA B TOM, YTO Takaa uHPopmauma mo-
YKeT CTaTb AOCTYMNHOM ANA TPETbUX AN,

B cBA3M C 3TUM BO3HMKAET BOMNPOC: NoYemy,
YYUTbIBAA BbICOKYHO BEPOATHOCTb TOFO, YTO UH-
dbopmaLma 0 COCTOAHUMN 340POBbA LA MOXKET
6bITb CKOMNPOMETUPOBAHA, FPaXKaaHe cornalla-
toTCcA 4OOPOBOIBLHO Y4acTBOBATb B FEHETUYECKOM
TeCcTMpPoBaHWUU, KOTOpoe cNocobHO onpenennTb
Oake CKpbITble reHeTU4Yeckue gedekTol? Buanmo,
Ha JaHHOM 3Tane Pa3BUTMA MeaULMHbI FeHeTuYe-
CKOe TeCTMPOBAaHMeE, HECMOTPA Ha PUCK PacKpbITUA
MHbOpPMaLUM, ABNAETCA HE3AMEHMMbIM B BONPO-
cax onpegeneHna COCTOAHNA 340POBbA Ye0BeKa.

Boobuie, TEpPMUH «reHeTUYeCcKoe TeCTUPOBa-
HMe» BKAOYAEeT B ceba reHeTUYECKUIA CKPUHMHT,
reHeTUYEeCKUN MOHUTOPUHT U KPUMUHANUCTMYE-
cKuit aHanus [HK. leHeTUYeCKUiM CKPUHUHT Npea-
cTaBnAeT coboi KOMNNEKCHOe reHeTu4Yeckoe
nccaepoBaHWe AMuUA Ha NpegMmeT HaanymA Ha-
cneacTBeHHbIX 3ab6oneBaHUn. [eHETUYECKUIA MO-
HUTOPWUHI — 3TO NepuogmyecKkoe reHeTn4eckoe
obcnenoBaHue oTAENbHbIX UL, MPW HAIMYMK CO-
OTBETCTBYHOLLMX NMOKa3aHWI (Hanpumep, NnL, Ku-
BYLLMX BOAM3N XMMUYECKUX CBANIOK AN ALEPHbIX
06BEKTOB) A1 OOHaPYKEHUA PAaHHUX NPU3HAKOB
reHeTUYecKnx mytaunii. KpummHanmctTmyeckum
aHanus AHK, B oTAM4mMe oT MOHUTOPUHIA UK
CKPWHWHTA, HE HaMNpaBJ/ieH Ha BbIBEHWNE FeHEeTH-
YeCKUX HapYLIEeHWI UAN USMEHEHUI B reHeTUYe-
CKOM CTPYKTYpPE, TO eCTb 3TO HE AMArHOCTUYECKUI
WHCTPYMEHT. [JaHHbIA aHaNM3 Hanpas/eH Ha no-
WCK COBMaZeHUM AN CBA3U MEXKAY OBYMA reHe-
TMyecknmu obpasuamm.

3aKOH 0 3anpeTe AUCKPUMMHALMKN HA OCHOBE
reHeTnyeckoi nHpopmaumm CLLUA (GINA) npeayc-
MaTPMBAET, YTO COAEPKAHNE TEHETUYECKOIO TecTa

BK/tOYaeT aHanu3 yenoseyveckor AHK, PHK, xpo-
MOoCOM, 6e1KoB UK MeTaboIMTOB, KOTOPble OOHa-
PYXMBAIOT FrEHOTUMbI, MyTaLlUW UJIN XPOMOCOMbI
C COOTBETCTBYOWMMN M3MEHEHMAMN!S,

TakmMm 06pasom, reHeTUYECKOE TECTUPOBAHUE
MOXKeT npecnenoBaTb Kak AMarHocTMyYeckme, Tak
W perucTpaLmoHHble Lenn, ogHaKo BO BCeX CAy-
Yyaax cogepuT nHbopmauuto 06 HanBULYaNb-
Holt AHK, kKoTopyto ee obnagatens Kenan bl Uc-
No/ib30BaTb CAMOCTOATENbHO, 63 yyacTua TpeTbux
1L, UK BOODLLLE COXPAHUTL B TalHe.

B 37Ol cBA3KM NpeacTaBaseT ocobblii MHTepec
NMpPaBOBOM PEXUM FreHeTU4ecKko nHpopmauum,
NoNly4eHHOW B pe3ynbTaTe rocyAapCcTBEHHOM re-
HOMHOW perucTpaumm B KpUMMUHANUCTUYECKUX
uenax. B yactHocTu, WMpoKo nssecTHo MNocrtaHoB.-
neHwue ECMNY ot 04.12.2008 no geny «S. u Mapnep
(Marper) npotus CoeamHeHHoro Koponescrea».
CyTb cnopa 3akao4anacb B TOM, YTO 3aABUTENN,
B OTHOLUEHWM KOTOPbIX YrosioBHble Aesna bblan
npeKpaLlleHbl, TPeboBa M YHUUTOXKEHUS 06pasLLOoB
csomx AHK 1 oTneyaTkoB nanbLeB, O4HAKO NOAN-
umA, a 3aTem cya, BennkobputaHmm um oTkasannls,

B ntore paccmoTpeHua cnopa EBponelickunii
Cya, npusHan, 4to BCceobLW i U HEOrPaHUYEHHbIN
XapaKTep NOJHOMOYMI MO XPAHEHUIO OTNEYATKOB
nanbLes, 06pasLoB TKaHen u gaHHbIX AHK auy,
nofo3peBaemblX, HO He MPU3HAHHbIX BUHOBHbI-
MM B COBEpPLUEHUWN NPECTYNJIEHUN, KaK B C/lyvyae
3aABUTENEN MO Aeny, HapylaeT cnpaseainBbIN
6anaHCc mexay NPOTUBOCTOALLMUMM ANUYHBIMMU
M 06LLEeCTBEHHBIMU MHTEPECAMM U YTO rocyaap-
CTBO-OTBETYUK HAPYLIMAO B 3TOM OTHOLUEHUMU
npeaensl cBoero ycmoTpeHuna. COOTBETCTBEHHO,
paccmaTpuBaeMoe XpaHeHWe COCTaBAAET Hecopas-
MepHOe BMELLATeNbCTBO B NPaBo 3aABMTENEN Ha
HEMNPUKOCHOBEHHOCTb JIMYHOM KU3HU U HE MOXKET
CYMTaTbCA HEOHXOAMMBIM B AE€MOKPATUHECKOM
obulecTse.

B paHHOMm cnope ECIY paccmatpusaet xpaHe-
Hune JHK HeBMHOBHbIX B COBepLUIeHUn npecTynie-
HUWN NUL, KaK BMELLATE/IbCTBO B YACTHYHO ¥KM3Hb
M HapyLlleHue ee HEeMPUKOCHOBEHHOCTH.

B npakTtmnke ECIY cywecTtByeT onpaBgaHHan
TEHAEHUMA K PaCUMPUTENIBHOMY TOJIKOBAHUIO
NMOHATUA YAaCTHOM XM3HU. Tak, Cya noayepKmnBa-
€T, UTO JIMYHAA }KU3Hb — ITO LUMPOKOE MOHATHE,

12 Ajunwa I. Genetic testing meets Big data: Tort and Contract Law issues // Ohio, State Law Journal. 2014. Vol

75:6. P. 1231.

13 Genetic Information Nondiscrimination Act of 2008, Pub. L. No 110-233, 122 Stat. 881 (codified in scattered

sections of 26, 29, and 42 U.S.C.).

14

MocTtaHoBneHue ECMY ot 04.12.2008 no geny «S. u Mapnep (Marper) npotus CoeanHeHHoro KoponesctBa»

(»anobbl Ne 30562/04 n 30566/04) // CMNC «KoHcynbTaHTMAOCY.
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He noajekalee ucyepnbiBaloLWwemy onpegene-
HWIO, KOTOPOE HE OrPaHMYNBAETCA 3aLLUTOM TONb-
KO «BHYTPEHHEro Kpyra», rae MU0 MOXeT XUTb
CBOEWN TNYHOWM }XU3HbIO MO CBOEMY YCMOTPEHWIO,
MO/IHOCTbIO UCKAIOYAA BHELHWNI MUpP, He BXOAA-
WKW B AaHHbIN Kpyr. Cy6beKT BNpaBe Hanaxu-
BaTb W Pa3BMBATb OTHOLUIEHMUA C APYTMMU IOABMMU
N BHELHUM MUPOM. JIMYHAA KMU3Hb MOXKET BKIO-
YyaTb B TOM YnUC/e feATeNbHOCTb NPOdeccnoHasb-
HOro W AeNoBOoro xapakrepa. Nostomy cyuwiecTsy-
€T 30Ha B3aMMOAeNCTBUA YeNoBeKa C APYTUMMU
NoAbMUM faxKe B NyOANYHOM KOHTEKCTE, Ha KOTO-
PYIO MOXET pacnpocTpaHaTbea chepa «JANYHOM
HMUSHN» 1,

Cnepyet OTMETUTb, YTO A0/ITOE BPpEMA B HayKe
CyLLecTBOBaNa NO3NLMA, YTO NPU FrEHOMHOM peru-
cTpaumm npoduna AHK ncnonbsyrotca nocnenosa-
TENIbHOCTU TaK Ha3biBaemoi «mycopHoi» [HK, He
KoAupyloLei HenocpeacTBeHHO 6enoK 1 NpeaHa-
3HAYEHHOW ANA MAEHTUDUKALMMN IMYHOCTMU.

Kak 6b110 oTMmeyeHo B pewieHnn BepxosHoro
cyaa CWA no geny Maryland v. King, «B HacTos-
LLee BpemMs CTaHAapT Ana cyaebHo-meaAnLMHCKOM
3KCNepTM3bl NPU MAEHTUDUKALUM IMYHOCTU Ha
ocHoBe [IHK ocHoBaH Ha aHann3e XPOMOCOM,
pacnonoXeHHOM B AAPaAX BCEX KAETOK YenoBeKa.
MaTtepuan JHK Xxpomocom COCTOUT U3 «KOaUPY-
IOLLMX» U KHEKOOMPYIOLWMX» y4acTKoB. Koaunpy-
oL ME YYACTKM M3BECTHbI KaK reHbl U cogeprkaT
NHPOpPMaLMIO, HEOOXOAMMYIO KNETKE ANA NPOU3-
BOACTBA 6enKoB.... Obnactu, He Kogupytowme ben-
KM... He CBA3aHbl HEMOCPEeACTBEHHO C MPOU3BOA-
CTBOM 6€/1K0B, [1] 6bIIN OTHECEHbI K K MYCOPHOW»
OHK. MpunaratenbHoe «MycopHasa» MOXeT BBeCTn
B 3261y aeHne obbiBaTens, Mbo Ha camom gene
aTa yactb [JHK ncnonb3yeTca Ana npakTUYecku ab-
CONIIOTHO TOYHOMN UAEHTUPUKALMM YesioBeKa»e,

OpfHaKo BNoc/ieACTBMM BbIACHUIOCDH, YTO U He-
Koaupytowme yactn JHK moryT cogepkatb cer-
MEHTbI, KOTOpble NO3BO/AIOT ONpeaenaTb Hacnea-
CTBEHHble, PU3NONOrnYecKmne, NaToNorMiyeckue
N Apyrue xapakTepucTnkmn cybbekTa. B aton ceAsm
CoseT EBponeiickoro Cotosa B 1997 r. pewnn, 4to

rocygapcTBa He A0MXKHbl UCMNONb30BaTb MapKep
npu obmeHe pesynbratamum AHK, Koraa oH cogep-
AUT MHOOPMaLMIO O HacNeACTBEHHbIX NMPU3HAKaX,
M NOpPEeKoOMeHA0BaN rocyaapcTBam-yneHam ObiTb
rOTOBbIMW YHUYTOXKUTb Pe3y/ibTaTbl MOAYYEHHbIX
aHanuzos [HK, ecnu Takme pesynbraThl BKAKOYA-
0T MHGOPMALLMIO O HAacNeACTBEHHbIX MPU3HAKAX
yenosekal’.

Cnepyet oTMETUTb, YTO COrNacHo goknaay Had-
dunackoro coseta no 6mnostuke (Nuffield Council
on Bioethics) «Mcnonb3oBaHne buonornyeckom
NHPOPMALMUN B KOUMUHANNCTUKE: STUYECKME MPO-
61embl», onybankosaHHoMmy 18 ceHTabpa 2007 .,
MMELOTCA CyYan UCnonb3oBaHUA MHPOpMauum
o AHK ana yctaHOBAEHUA POACTBEHHbIX CBA3EMN
1 HaLMOHA/IbHOM NPUHAANEKHOCTN NLA, @ TaKKe
ANA NpOoBeAeHUA UCCIef0BaHUM, HE OTHOCALLIMXCA
K LOCTUXKEHUIO 3TUX Lenei. YcTaHOBNEeHWE poa-
CTBEHHbIX CBA3EM — 3TO NPOLLECC CONOCTaBAEHUA
npoduna AHK, B3aToro Ha mecTe NpecTynneHus,
¢ npodpunammu JHK, xpaHawmmmca B obeHaumo-
Ha/bHOM 6a3e AaHHbIX, M UX KnaccudurKauma no
npusHaKky «b6anM3ocTu» poactea. 3To no3BonAeT
YCTaHOBUTb BO3MOXHbIX reHeTUYEeCKUX POACTBEH-
HWUKOB NpaBoOHapywmnTens. Takum obpasom, no-
WCK POACTBEHHbIX CBA3EN MOXKET NPUBECTU K Bbl-
ABNEHUIO paHee Hen3BeCTHbIX UK CKPbIBaeMbIX
reHeTU4YecKux ceAsen. ABTOPbI AOKNaAa CUUTAOT
ncrnosib3oBaHue 6a3bl gaHHbIX no AHK ansa ycra-
HOBJ/IEHWA POACTBEHHUKOB OCOBEHHO AE/MKATHbIM
Bonpocom?e,

B 2009 r. uspanabCcKune yyeHble NPoaAEeMOH-
CTPUPOBANN, YTO BO3MOXKHO mn3rotosmntb JHK-
[0Ka3aTenbCcTBa HA MecTe npectynseHus, cda-
H6prKoBaB KPOBb M 06Pa3LLbI C/IIOHDBI, COAeprKaLLne
OHK yenoseka, He ABAAlOWEroca 4OHOPOM Kpo-
BW U CNIIOHbI, OTMETUB, YTO «EC/IN Y HUX eCTb A0-
ctyn kK npodunto AHK B 6a3e AaHHbIX, OHX MOIU
6bl nocTpounTb 0bpasey, AHK, cooTBeTCTBYIOWMI
aTomy npoduato, He nonyvasa Guomatepunanos ot
yenoseka»'®. Cnegyet oTMeTUTb, YTO NogobHan
CUTyaumnA co3aaeT OrpOMHbIe BO3MOXKHOCTU ANA
3noynoTtpebneHna reHeTUYecKon nHbopmaLumnei

5 MocTtaHoBneHue ECMY ot 21.06.2011 «deno «LlLumoonoc (Shimovolos) npotus Poccuiickoint degepaumnmn»»

(»anoba Ne 30194/09) // CNC «KoHcynbTaHTMAOCY.

16 (Slip Opinion) Supreme Court of The United States. Syllabus. Maryland v. King Certiorari to the Court of Appeals
of Maryland No 12— 207. Argued February 26, 2013—Decided June 3, 2013.
17 Council Resolution of 25 June 2001 on the exchange of DNA analysis results (2001/C 187/01) // RES-2001-25-

01.pdf. www.statewatch.org.

8 Mpusoa. no: Aeno «S. n Mapnep npotus CoeanHeHHoro Koponesctsa» // MpeueaeHTbl Bonblwoi nanatsl
Eeponelickoro Cyaa no npaBam YenoBeka no ctpaHam — yneHam CoseTa EBponbl. 2009. Ne 9.

¥ pollack A. DNA Evidence Can Be Fabricated, Scientists Show // N.Y. Times (Aug. 17, 2009). URL: http://www.
nytimes.com/2009/08/18/science/18 dna.html, archived at http://perma.cc/CS7L-ZHG).
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cybbeKTa, yeit npodunb AHK xpaHutcs B 6ase
AaHHbIX, PU NONYYEHUN K HEN AOCTyna.

B npogoskeHne paccmoTpeHunsa npobaemsl
reHOMHOM perncrTpaumMm HeobxoaMmo NpPuUsHaThb,
yTo MocTaHosneHne ECMY o1 04.12.2008 no geny
«S. n Mapnep (Marper) npotns CoeanMHEHHOTO
KoponescTBa» 3aTparMBaeT o4eHb Ba*KHbI BO-
NPOC O COXPaHEHUMU NNYHOMN aBTOHOMUMU U 0O
obecneyeHnun 6anaHca o6LLECTBEHHbIX M YaCTHbIX
MHTEPECOB: B KAKOM MOMEHT CCbl/IKa Ha obLe-
CTBEHHOE 61aro HUBEAMPYET NPABO NLLA Ha TallHY
JIMYHOM KU3HU U NINYHYIO aBTOHOMMIO, Ha NPaBo
He pPacnpoCTPaHATb CaMyto BayKHYI MHPOpMaLMIO
o cebe — nHdpopmauuto o ceoeit JHK. B atoi cBa-
31 BO3HMKAET BOMNPOC 1 0 npeaenax BMellaTenb-
CTBA rocy[apcTBa B YaCTHYHO MU3Hb W YaCTHbIN
BblbOp Nunua.

Tak, No ogHOMY M3 Aen, pacCMOTPEHHbIX
ECMY2°, 3aaBnTeNnbHULA YTBEPSKAANA, YTO A06U-
Basiacb MHPOPMMPOBAHMA O COCTOAHMM NoAa Ny-
TeM [0pPOA0BOro reHeTUYEeCKOro NCcnen0BaHus,
KOTOpOEe No3B0/IN/I0 Bbl el NPUHATbL OCHOBAHHOE
Ha MeAULUUNHCKUX AaHHbIX MHGOPMUPOBAHHOE
pelweHne oTHOCUTE/IbHO CoXpaHeHnsa bepemen-
HOCTU. BmecTo aToro ns-3a npobnem B cucteme
34 paBooxpaHeHua MNoablun K, B YaCTHOCTH, M3-3a
YK/IOHEHUSA rocyaapcTBa OT UCMOJIHEHUSA AENCTBY-
lOLLEro 3aKOHOAATENBbCTBA 06 OTKa3e No MOTMBAM
COBECTU M 0 A0CTYNe K A0POAOBbLIM YCAYram U K
neranbHomy abopTy, Bpayn YMbILLIEHHO OTKa3bl-
Ba/M el B CBOeBpPeMEHHOM MHOOPMUPOBAHUM
N MeOULMHCKMX YCyrax, KoTopble AOMKHbI Oblan
paccMaTpuMBaTbCA KaK 06blUYHbIE, AOCTYMNHbIE U Lie-
necoobpasHble Npu obcToATENBCTBAX €e Aena.
3aTArMBaHMe AMArHOCTUYECKMX aHaN30B TaKKe
OTCPOYMNNO NPUHATUE NOTEHLMANBHO MHPOPMUPO-
BAHHOIO peLleHNs OTHOCUTE/IbHO NpepbiBaHKs be-
pPEeMEeHHOCTHM, Ha KOTOpoe 3aaBUTeIbHMLA UMena
npaBo, YTO B KOHLLE KOHLOB caenano abopTt HeBO3-
MOKHbIM. B pe3ynbTaTe 3aaBUTeNbHMLA poguaa
pebeHKa c cepbe3HbIM Hac/eaCcTBEHHbIM 3abone-
BaHMem — cMHApomom TepHepa.

Mo gaHHomy cnopy ECMNY otmeTnn, 4yto nnwe-
HUE }KEeHLWMH PenpoayKTUBHON aBTOHOMMUMN NyTEM
BOCMPENATCTBOBAHUA CBOEBPEMEHHOMY AOCTYNY
K AOPOAOBbIM AMArHOCTUYECKUM UCCNea0BaAHN-

AM MOXKeT HapywuTb cT. 3 KoHseHumn «O 3awmTte
npaB YenoBeKa U OCHOBHbIX cBoboa»?l. Asnato-
Leecs cneactsmem 3Toro Hego0b6poBoIbHOE CO-
XpaHeHne 6epeMeHHOCTH, KOTopas MOXKET bbITb
NeranbHO NpepsaHa, U poxaeHune pebeHka c ce-
Pbe3HbIMM aHOMANUAMM COCTaBAAOT dopmy bec-
4YeN0BEYHOIO M YHUXKAIOLLETO AOCTOMHCTBO 06pa-
LeHms.

[aHHbI npumep, Ha Halw B3rna4, HarnaAgHo
noKasblBaeT rpyboe HapyLeHMe CO CTOPOHbI CU-
CTembl 34paBooxpaHeHua Pecnyb6amku Nonblum
ABTOHOMMMW BOIM, NPaBa Ha YBaXKeHWe YacTHOM
KU3HWN U INYHOTO Bbibopa nnua. ECMY cneuu-
anbHO obpalLaeT BHUMAHME HA TO, YTO NOHATUE
JINYHOM KU3HW PACnpPOCTPAHAETCA Ha peLlleHmne
0 TOM, UMETb UM HE UMETb AeTel UAN CTaTb N
poautenamm?2,

B AaHHOM caiyyae BbiNo TaKKe HapyLweHo npa-
BO ML HA AOCTYN K MHPOpMaLMKN O COCTOAHUM
3[,0pOBbA, B YHAaCTHOCTM Ha NOJy4YeHne reHeTu4ye-
CKoM MHbOopMaLMm o cocToAHMM nnoga. Kak oT-
METUA CyA, B TO BpeMA Kak NpaBu/ia rocysapcrsea
B OTHOWEHMUM abopTa OTHOCATCA K TPAAULMOH-
HOMY YPaBHOBELUMBAHUIO IMYHOM }KU3HU U Ny-
6/IM4HOrO MHTEPECA, OHW AOMKHbI — B C/lyYae Te-
paneBTUYECKOro abopta — ObITb CONOCTABNAEHbI
C NO3UTUBHLIMM 06A3aTENBCTBAMM FOCYAAPCTBA MO
obecneyeHuno PU3NYECKON HEMPUKOCHOBEHHOCTHM
Byayumx matepein?,

MpeacTaBnAeT TakKe MHTEpPeC BONPOC O npa-
BE YCbIHOB/IEHHOIO HA NOJlyYeHWNE FreHETUYECKOM
MHPOPMALMM O CBOUX BMONOTUYECKUX POAUTENAX
M O COOTHOLLEHMW JAHHOrO NpasBa C TAaMHOM YCbl-
HOBJ/IEHUA U CEMEWNHOM TaliHOA.

B yacTHOCTU, KOHCTUTYUMOHHBIN Cya PO pac-
CMOTPEN CMOP O BO3MOXKHOCTU MONY4YEHMA NOTOM-
KaMW YCbIHOBNEHHOTO CBEAEHMUIA 06 YCbIHOBAEHUN
nocJsie CMepTW YCbIHOBJIEHHOIO U YCbIHOBUTENEN.

KOHCTUTYUMOHHDbIN Cya pasbACHWUA, YTO B CU-
TyaumAx yCbIHOBNEHUA CBEAEHUA O NPOUCXOXKAe-
HUKM pebeHKa XOTA U UMEeIOT KOHGUAEHUMANbHbIN
XapaKTep, MOryT OKa3aTbCA HE3aMEHUMbIMU AN
PacKpbITUA FEHETUYECKOM UCTOPUU CEMbBU U Bbl-
ABNEeHMA BUONOrMYECKMX CBA3EM, COCTaBAAOLLMX
Ba*KHYIO YaCTb NAEHTUYHOCTM KaXKa0ro yesiose-
Ka, B YaCTHOCTU NpU HEOBXOAMMOCTU BblABAEHUA

2 MocraHosneHne ECMNY ot 26.05.2011 «deno «R.R. (R.R.) npotns Nonblmn» (skanoba Ne 27617/04) // CNC

«KoHcynbTaHTAOCY.
21

ot 13.05.2004) // CMNC «KoHcynbTaHTAOCY.

22

KoHBEHLMA 0 3aLuTe NpaB YenoBeKa M OCHOBHbIX cBobos, (ETS Ne 5) (3akntoyeHa B T. Pume 04.11.1950) (pea.

MocraHosneHne Bonblioi nanatel EBponeiickoro Cyaa no aeny «3saHc npotus CoeamHeHHoro Koponescrea»

(Evans v. United Kingdom), skano6a Ne 6339/05, § 71, ECHR 2007-1V // CNC «KoHcynbTaHTM 100,
3 MocTaHosneHue ECMNY ot 26.05.2011 «[eno «R.R. (R.R.) npoTtus Nonbwmn» (anoba Ne 27617/04).
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(amarHocTnKn) HacneacTBeHHbIX 3abonesaHni,
npeaoTBpaleHna 6pakoB ¢ 6IM3KMMUN KPOBHbI-
MM POACTBEHHMKAMM U T.4. B Takmx cayyanx peyb
naet o6 yaoBNeTBOPEHUN NULIOM ONpeneneHHOoro
MHOOPMALMOHHOIO MHTEpPEeca, KOTOPbIA COCTOUT
B TOM, YTOObl 3HATb O NPOUCXOXKAEHUN CBOUX PO-
AuTenemn, o cBomx npeakax. B aton ceasu opnam-
yecKan BO3MOXKHOCTb NPeAOCTaBAEHMA NOTOMKAM
YCbIHOB/IEHHOTO AnLA MHOPMALLMK, KacaloLuelcs
€ro YCbIHOBNEHWA, NOC/E EFO CMEPTU — MPU OTCYT-
CTBWUW BbICKA3aHHOM ero yCbIHOBUTENSMM NMPU XKU3-
HW BOJIM Ha PaCKpbITUE TaliHbl YCbIHOBAEHUA — He
MOXET PacCMaTPMBATLCA KaK He MMetoLw,an Heob-
XOMMOrO KOHCTUTYLIMOHHOrO 060CHOBaHMAZA,

B TO ke BpemaA npeacTaBAseTcA, UTO UHCTU-
TYT TaliHbl YCbIHOBNEHUA B HACTOALMN MOMEHT
He COBCEM afeKBaTHO PEeryimMpyeT C/I0XKMBLUMNECA
06LLecTBEHHbIE OTHOLEHMSA C YY4ETOM PAa3BUTUA re-
HEeTUYECKOro TeCTUPOBAHUA N YBEIMYEHUS POSIN
reHeTMyeckoln nHbopmaumm. Ha Haw B3rnag, ycbi-
HOBNEHHOMY, JoCcTUrwemy 18-neTHero Bo3pacTa,
npyv HaZ YU MeUUNHCKUX NOKa3aHN A0/KHO
6bITb NpeAoCcTaB/eHo NpaBo TpeboBaTb PaCKPbITMA
TalHbl YCbIHOBAEHUA 414 NPOBeAeHNA ANATHOCTU-
Ku (nevyeHuns) HacheacTBEHHbIX 3ab6oneBaHUN.

B MHbIX CUTyaLMAX, KOTAQ PACKPbITUE TalHbI
YCbIHOBJ/IEHMA HEOBXOAMMO ANA YCTaHOBAEHUS
JIMLLOM CBO€M reHeTUYeCKon NCTOPUU, pacKkpbiTue
TaliHbl AONKHO NPOM3BOANTLCA C COr/IacKA yCbl-
HOBUTENEM UK NOC/IE UX CMEPTU NPU OTCYTCTBUM
ABHO BblpaXKeHHOro Hecoriacus.

HenpaBomepHoOe pacKpbITUE reHeTUYeCcKom
nHpopmaLmmn, OCHOBHAA YaCTb KOTOPOI KacaeT-
€A NpeapacnoNoXeHHOCTM AnLa K 6onesHam nnm
Apyrux ero GMU3MYeCcKnX KayecTs (paca, aSTHMYECKas
NpUHaANEeXHOCTb), cnocobcTByeT AUCKPUMUNHa-
LMK YeNnoBeKa No NpM3HaKy ero reHoma. CornacHo
cT. 11 KoHBEHUMK O NpaBax YenoBeKa n buome-
AnumHe ntobas dopma ANCKPMMUHALUK B OTHO-
LWEeHWM NnLa NO NPU3HAKY ero reHeTUYecKoro Ha-
cnegma 3anpeuiaeTcs.

HaumoHanbHbI MHCTUTYT 3a0poBba CLLUA onpe-
OEeNnAaeT reHeTUYeCKy AUCKPUMMHALMIO KaK «OCOo-
60e oTHowWweHUe paboTogaTens Uan CTPaxoBowm
KOMMaHUM K 1nLy, 0ByCcNoBNEHHOE TEM, YTO Y HEro
MMeeTCA reHHasa MyTaLuA, KOTopas BbI3biBaeT UK
yBEeANYMBAET PUCK HAcNeACTBEHHOro 3aboneBaHus
(paccTpoiictBa)»?.

Hanpumep, no ogHOMYy 13 CNOPOB UCTULA, KO-
TOpana nepeHecna NPOPUNAKTUYECKYHO MACTIKTO-
MMUIO U TUCTEPIKTOMMUIO, OblNIa /IMLLEHA CTPAXOBKM,
KOorga ee MeAMLMHCKAA CTPaxoBasa KOMNaHMA 3a-
npocuna y Hee MegMuUMHCKUE 3anmcu n obHapy-
¥WNa, yTo y Hee 6bina myTaums reHa BRCA1, cBs-
3aHHas C NOBbIWEHHbIM PUCKOM pPaka MOIOYHOM
wenesbl?6, laHHYI0 CUTYaLMIO MOXKHO NPU3HaTb
NposABAEHNEM reHEeTUYECKOW AUCKPUMUHALMUN.
Kak nonaraet N. AgXyHBa, reHeTUYeCKana ANCKPU-
MMUHALUMA MMeeT MeCTO TOraa, Korga YenoBek uc-
MNbITbIBAET HEraTUBHOE OTHOLLEHUE K cebe He B pe-
3ynbTate GU3NYECKOoro nNpoasaeHna 601e3Hn nnu
WHBANNAHOCTUN, HO UCKIKOYUTENIBHO M3-3a CBOEN
reHeTUYeCKOMN CTPYKTYpbIZ/.

MopobHasa cutyauma B 06,1aCcTn reHeTUYECKoM
nHbopmaumm ycyrybnaetcs ee Kommepumnanmsa-
ymen. B yactHocTtu, B 2001 r. KomnaHua Myriad
Genetics noay4ynaa eBponemcknuin NaTeHT, Ko-
TOPbI PacnNpPOCTPAHANCA Ha FTEHETUYECKYIO MNo-
cneposatenbHocTb reHa BRCAL n aHanns Ha my-
Tal MK, KOTOPble MOTYT CYLLECTBEHHO MNOBbLICUTL
PUCK pa3BUTUA paKa rpyaun. JaHHOe pelweHue,
paspewatouee NaTeHTOBaHWE TeHOB, BbI3BaNO
KpanHe asMOLMOHaNbHY0 peakLumto B mupe. Tonb-
Ko B 2014 r. BepxosHbii cyg CLLUA BbiHeC pelleHune
O TOM, 4YTO FreHbl He MOryT BbITb 3anNaTeHTOBaHbI,
“ KomnaHma Myriad noTtepsna cBOO MOHOMO/MUIO
Ha npoBeaeHMe aHann3os Ha BRCAL1 n BRCA2. Kak
otmeTnn BepxoBHbiii cya CLUA, «reHbl U MH)OP-
MaUuMs, KOTOPYHO OHU KOAMPYIOT, HE MOTYT BbiTb
3anaTeHToBaHbl MPOCTO NOTOMY, YTO OHU BbIIN
M301MPOBaAHbI U3 OKPYXKAIOLWEro reHeTu4eckoro
maTepuana»?s,

24 MNocTtaHoBneHne KoHcTuTyumoHHoro Cyaa PO ot 16.06.2015 Ne 15-MN «Mo aeny o npoBepKe KOHCTUTYLIMOH-
HOCTW nonoXeHui ctatbn 139 CemeiHoro Kogekca Poccuinckolt ®eaepaumm n ctatbm 47 depepanbHOro 3a-
KoHa «O6 aKTax rpaxAaHCKOro COCTOAHMA» B CBA3M C Kanoboi rpaxaaH . ®. Mpybuy v T. I. TywwmHoi» // CNC

«KoHcynbTaHTAOCY.

% What Is Genetic Discrimination? // Genetics Home Reference (Aug. 12, 2014). URL: http://ghr.nIm.nih.gov/
handbook/testing/discrimination, archived at http://perma.cc/S8CHZCXR.
% National Human Genome Research Institute. Cases of genetic discrimination. http://www.genome.

gov/12513976.
27 Ajunwa I. Op. cit. P. 1235.

28 (Slip Opinion) Supreme Court of USA. Association for Molecular Pathology et al. V. Myriad Genetics, inc., et
al. Certiorari to the United States Court of Appeals for the Federal Circuit No 12-398. Argued April 15, 2013 —

Decided June 13, 2013.
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ﬂpGBOBbIE ﬂp06ﬂ€MbI upucku 2eHemuyeckoli pesoJiryuu: 2eHemuyeckas UHd)OpMaL{UH u aUCKpUMUHaL(LIﬂ

Cepbe3sHble onaceHUA B HacTosLee Bpems
BbI3bIBAET PUCK FEHETUYECKOWN AUCKPUMMUHALLUN
B C/lydae OBHApyXKeHUA CKAOHHOCTU K 6onesHu
AnbLreimepa, KOTOpas Bbi3BaHA HA/IMYNEM Y Ye-
noBeKa KombuHauum reHos TOMM40 n APOE4.
BonesHb Anblreimepa Bbi3biBaeT 0cobyto 03abo-
YEeHHOCTb, MOCKO/IbKY B BO/IbLUMHCTBE C/y4aeB OHa
ABNSETCA pacnpocTpaHeHHbIM 3abosieBaHMEM, He
noaaeTcsa NeYeHunto, NPOAOIKAETCA B CpeAHEM
OT YeTblpex 40 BOCbMM NET OT AMarHosa go CMepTu
1 TpebyeT A0POorocToALLEero KBaAMGULUUMPOBAHHOIO
yxoga. CornacHo nposeaeHHomy B CLUA nccnego-
BaHuto 2015 r., nATUNETHAA CTOMMOCTb yXo4a 3a
60/bHbIM AEMEHLMEN COCTaBAAET NPUBAN3UTENb-
Ho 287 038 ponn. CLUA. Obuias cToumocTb neye-
HKWA NaumeHToB ¢ bonesHblo Anburerimepa B8 CLUA
oueHuBaeTca B 226 mapa, aonn.??

B cBa3u ¢ atum B CLUA onaceHue obHapyXuTb
CKJIOHHOCTb K 6on1e3HMN Anbureimepa B CBOEM
OHK aBnseTca npuYnHOM OTKa3a OT reHeTUYECKOro
TECTUPOBAHMA A1 MHOTUX Ntogein. TN onaceHus
YCUAMBAIOTCA M3-33 CTPaxa, YTO UNOTEYHbIE Kpe-
ANTOPbI ByAyT NbITaTbCA BbIACHUTL FEHETUYECKYIO
MHPopMaumio u byayT OTKasbiBaTb B UNOTEKE /In-
Uam, UMeLMM NpespacnosioXeHHOCTb K bones-
HU Anbureiimepa.

Tak, B KanndopHUM 6611 NPUHAT 3aKOH, KOTO-
pbli 3anpeLaeT UCNOAb30BAHME reHEeTUYECKOM
nHbopmauum ANa AUCKPUMUHaULMKN B chepe
*unnba. KanndopHUNCKNIA 3aKOH O 3anpeTe guc-
KPMMUHaUMKN B 06/1aCTN reHeTn4ecKkoh nHdop-
maunu (CalGINA) BHec nonpasku B KanndopHui-
CKMIA 3aKOH O CNpaBeA/IMBOM 3aHATOCTU U KUbe
(FEHA)3°.

Ero npuHATME 6bl10 06YCNOBAEHO TEM, YTO A0
Tex nop, Noka Gpu3nYecKkoe MLO COOTBETCTBYET
dUHAHCOBbLIM U APYTMM Pa3yMHbIM KBanunuom-
KaUMOHHbIM CTaHAAPTaM, BAagenblam HeaBu-
UMOCTU, UMOTEYHbIM KpeauTopam 1 gpyrum
CTOpPOHaM, 3aUHTEePEeCcOBaHHbIM B KWU/OW HeaBU-
HKMMOCTU, AONKHO ObITb 3aNpeLLEHO OCYLLEeCT-
BNATb AENCTBUA AUCKPUMMUHALMOHHOTO XapaK-

Tepa no oTHOWEHUI K GU3NYECKOMY NnLY Ha
OCHOBE MPOTrHO3HOM reHeTUYeckon nHdopmaumu.
B TO ke Bpemsa B inTepaTtype oTmeyaeTcs, 4To
CyLLecTBYeT M 06paTHan CTOPOHA MeAanun 3HaHUS
o0 reHome. Hanpumep, ecnm 4yenoBek noayyaer
MHbOPMALMIO O CBOEM 340POBbE, HO HEe 06A3aH
€€ PacKpbIBaTb, OH MOXET 3aKA0YNTb COOTBET-
CTBYHOLLME AOrOBOPbI CTPAXOBAHUA, HE YKa3aB Ha
reHeTUYeCKyto NpeapacnosoKeHHOCTb K 3abone-
BaHuam. UccnepgosaHume [IHOKCKOro yHMBepcuTeTa
(CLLIA) npoaeMoHCcTpmpoBaso, YTo MLa, 3HaLwme
0 CBOEM CKNOHHOCTU K 60n1e3HKN AnbLreimepa, 3a-
KNH04atoT AOr0BOPbI CTPAaX0BaHMA, MOKPbIBatoLLMe
NPOAOMKUTENbHbIN YXO4, Fropasao Yvalle Apyrux
nnudl. MpeacrasnaeTca, YTo AaHHAA cUTyauma
6ynet cnocobcTBOBaTH B ByayLem ycuaeHuto
pONn rocyaapcTsa B MEAULIMHCKOM CTPaxoBaHUM
W panbHelwemMy pasBuTUIO cucTeMbl 06a3aTenb-
HOro MeAMLUUHCKOIo CTpaxoBaHMmA.
HecaHKLMOHNPOBaHHOE pacKpbITUE FreHeTuYe-
CKOM MHbOpMaLMK, NONYYEHHON C MOMOLLbIO re-
HETUYECKOro TECTUPOBAHUS, MOXeET BbITb CBA3aHO
C TAKNMM SENCTBUMAMM, KaK KpaxKa reHOB U reHeTu-
yecKol ngeHTMyHocTu. Kak otmeyaet P. loHcanes,
KpaKel reHOB NPU3HAETCA NPaKTMKa TanHoro cbo-
pa M NPOBEPKM rEHETUYECKMX MATEePUAIOB Yeno-
BeKa 6e3 ero Begoma wam cornacus. Joctyn K Ta-
KOro poga MHpopmaLuum co3gaeT BO3SMOXKHOCTb
ONA NPAaBOHAPYLWNTENIA PACKPbITb TEHETUYECKYHO
MHPOPMALMIO O inLe Hanbonee BpegHbIM U 60-
Ne3HeHHbIM ana Hero cnocobom32, Hanpumep,
yKe BMoJIHe BO3MOMKHbI TaliHble NPOBEPKU Npea-
pacnosioXeHHOCTU K 3a601eBaHUAM NPU YCTPOM-
CTBe Ha paboTy; AN 3TOro AOCTATOUHO /INLWb CHATb
cnenpl CAOHbBI C YalKn nan 6okana u oTNpPaBUTb
nx B ntoboi cepsuc pacwmnoposku AHK.
MpeacTaBaseTcs, YTO B CBA3M C Ha3BAHHOW Npo-
6nemon NneHym BepxoBHoro Cyaa PO B nocra-
HoB/ieHMM oT 16.05.2017 N2 16 «O npumeHeHUmn
CyA4amMu 3aKOHOAaTeNbCTBa NPU PAaCCMOTPEHUN
OeN, CBA3AHHbIX C YCTaHOBAEHMEM NPOUCXOXKAe-
HuA geten»33 (ganee — nocraHosneHue MneHy-

2 Uut no: Rothstein M. A., Rothstein L. The Use of Genetic Information in Real Property Transactions // Probate
& Property: A publication of the Real Property, Trust and Estate Law section of the American Bar Association.

2017. Vol. 31. No 3.

30 UwnT no: Rothstein M. A. and Rothstein L. Op. cit. Pp. 5—6.

31 UuT no: XeHoepcoH M. TeHeTuKa. 50 naen, o KOTOPbIX HYXHO 3HaTb. M., 2016. C. 174.

32 Gonzalez R. Your Biggest Genetic Secrets Can Now be Hacked, Stolen, and Used for Target Marketing // 109.
Jan. 17, 2013. URL: http://io9.com/5976845/yourbiggest-genetic-secrets-can-now-be-hacked-stolen-and-
used-for-target-marketing, archived at http://perma.cc/GHH6-PGJG.

3 TMocraHosneHue MNneHyma BepxosHoro Cyaa P® ot 16.05.2017 Ne 16 (pea. ot 26.12.2017) «O npumeHeHUU
Cy[iamu 3aKOHOAATENbCTBA MPU PACCMOTPEHMM A€, CBA3aHHbIX C YCTaHOB/IEHNEM MPOUCXOXKAEHUA aeTein» [/

CNC «KoHcynbTaHTMAOCY.
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ma BC P® Ne 16) B n. 32 npegycmoTpen, 4to no
CMbIC/Ty CEMeHOTo 3aKoHoaaTenbeTea (n. 4 ¢T. 51
CK P®) porkaeHune pebeHKa ¢ MCNONb30BaHUEM
cynpyramm (OAUHOKOWM KeHLWMHOM) 4OHOPCKOro
reHeTUYeCcKoro maTepurasna He BAeYeT yCTaHOoB/e-
HWA POAMUTENBbCKMX NPaB M 06A3aHHOCTEN Mexay
OOHOPOM U pebeHKOM He3aBUCUMO OT TOro, 6b110
OaHHOEe N1LLO U3BECTHO poauTensam pebeHka uam
HeT (QHOHMMHBIM AOHOP). C y4eTom 3TOro AnLo,
ABNABLLIEECA 4OHOPOM FreHeTUYECKOro maTepma-
Na, He BMpaBe Npwu paspelleHnmn TpedbosaHnii 06
ocrnapuBaHuun U (MaAn) yCTaHOBAEHMM OTLOBCTBA
(maTepuHcTBa) ccblNaThCcA Ha TO 06CTOATENLCTBO,
YTO OHO ABNAETCA PaKTUYECKMM poguTenem pe-
6eHKa. [1o 3TUM »Ke OCHOBaHMAM He MOryT bbITb
YAOBNETBOPEHbI M TPebOBaHUA NKLL, 3aNUCAHHbIX
B KauecTBe poauteneli (eAMHCTBEHHOro poanTens)
pebeHKa, 06 ycTaHOBNEHMM OTLOBCTBA B OTHOLLE-
HUW LA, ABNABLUErocA 4OHOPOM reHeTUYecKo-
ro maTepuasna, ¢ UICNOIb30BaHMEM KOTOPOro Hbin
poXAeH pebeHok.

B yacTHOCTK, NO OAHOMY M3 Aen rparkaaHKa no-
narana, 4to AeNCTBYIOLLLEE 3aKOHOAATENbCTBO Ha-
pyLlaeT ee NpaBo M NPaBo ee AoYepwn, POAUBLLEN-
CA B pe3ynbTate Npoueaypbl BCNOMOraTeNbHOM
penpoayKTMBHOMN TEXHONOMMKN, HA YCTAHOBAEHUE
OTLLOBCTBA B OTHOLUIEHWUW /ML, BbICTyNaBLIero Ao-
HOPOM Ha BO3Me34HOM OCHOBE, OCO3HABABLUErO
nocnencTBms CBOUX AEUCTBUIM U PYKOBOACTBO-
BaBLUErocs »kenaHnem 3apaboTaTb Ha 3TOM. 3a-
ABUTENIbHUL,A TAKKE CCblIAaNach Ha TO, YTO TaKoe
NnosioXKeHue aen cTaBuT ee pebeHKa B HepaBHoe
NonoxeHue c 4eTbMU, POAUBLUMMUCA B Pe3y/ib-
TaTe ecTecTBEHHOro 3a4aTtus. BepxosHbin Cya PO
B UTOre pacCMOTPEHMA OTKa3a/l B yAOBNETBOPEHUN
3aAB/IeHHOro TpeboBaHmna3?,

HecnoXHo npeactaBuUTb CUTyauUMIo, Koraa KTo-
nmbo, nonyyums goctyn K JHK anua, yctaHoBwT,
YTO AaHHOE INLO ABNANOCH AOHOPOM ClepPMbI,
W noxenaeT NpMaaTb AaHHbIE CBeAEeHUA Orna-
cKe. NoKasaTesieH B 3TOW CBA3M C/y4yait B cyneob-
HoM npakTuke ®Pl, Koraa cya ob6s3an BpayebHoe
yupexaeHue packpbiTb UMA AOHOPA CepMbl Mo
WCKY ero go4yepu, pPoXKAEHHON C MPUMEHEHUEM CO-
OTBETCTBYHOLLEN TexHOoNorMn. B lfepmanum 6onee
100 TbicAY geTen 6blN 3a4aThl TAKMM 0bpasom
N BCE OHM He 3HAOT CBOMX BUONOTMYECKMX OTLLOB.

HeKoTopble 13 HUX co3aatoT coobuiectsa B UHTep-
HeTe M 3aKa3blBaloT FTeHETUYECKNE UCCe0BaHUS,
pasmellas pesynbTaTbl B OTKPbITbIX HaHKax gaH-
HbIX. [Tpn 3TOM, cornacHo 3akoHoaatenoctey PPl
YCTaHOBNEHWE OTLOBCTBA AOHOPA CMEPMbl Bbi3bl-
BaeT COOTBETCTBYHOLLME NPABOBbIe NOCAEACTBUSA,
BK/tOYan M NPU3HAHME NpaBa TakUxX aeten ObiTb
HacnegHUKamm3s,

KaK yrKe 6bl10 M3n0XKeHo Bbilwe, B N. 32 no-
ctaHosneHua MNneHyma BC P® No 16 otmevaeTcs,
YTO He MOryT BbITb Y40BAETBOPEHbI TpeboBaHMA
1L, 3anMcaHHbIX B KayecTse poauTenei (eguH-
CTBEHHOro poauTens) pebeHKa, 06 ycTaHOBAEHUU
OTLLOBCTBA B OTHOLUIEHWUM INL,A, ABNABLUErOCA A0-
HOPOM reHeTM4YecKoro maTepmana, ¢ UCNob30Ba-
HMeM KoToporo bbin poxaeH pebeHok. OgHaKo
HMYEro He roBOPUTCA O CUTYaLLMK, Koraa noaob-
Hoe TpeboBaHWe 06 yCTaHOBEHMM OTLOBCTBA UK
MaTepUHCTBa (NP MUTOXOHAPUAIbHOM NEPEHO-
ce) 3aABUT cam pebeHOK, POXKAEHHbI C MOMOLLbHO
maTepuana, NoaydyeHHoOro ot AoHopa. MNpeacras-
NIAeTcA, YTO B 3aKOHOAATeNbCTBE HEOBXOAUMO
YCTaHOBWUTb NPABUJIO, YTO PeOEHOK, POXKAEHHbIN
OT AOHOpPaA CNepMbl MU MUTOXOHAPWUMN, He BMpa-
Be TpeboBaTb YCTAHOBNEHUA OTLOBCTBA MU Ma-
TEePUHCTBA.

Bbi3blBaeT 6€CNOKOMCTBO M BO3MOXKHOCTb TaK
Ha3blBAEMOM KPaXKN reHeTUYEeCKOM NAEHTUYHOCTH,
Hanpumep, Koraa o4MH YenoBeK BblgaeT cebs 3a
APYroro ¢ NOMOoLbO TaKUX reHeTUYECKMX MaTe-
PUanoB, KaK KPOBb, BONOCHI, CAtOHA 1 Ap.36, uto
TpebyeT, Ha Hal B3rnsA4, CO34aHUA CneunanbHbIX
cnocoboB 3aWMTbl NpaBa AMLa Ha FeHEeTUYECKYIo
NOEHTUYHOCTb C BOSMOXKHOCTbIO JO0Ka3biBaHMA ee
HEeNpPaBOMEPHOIO UCMONb30BAHUA TRETBUM JIULLOM.

Ha ocHOBaHWM NpoBeAeHHOro aHanM3a npo-
671em, BO3SHUKAIOLLMX B CBA3WN C UCMOJ/Ib30BAHMEM
reHeTU4YeCcKon MHPOPMaLIMM O YeNIOBEKE, MOXKHO
NPUNTU K BbIBOAY O HEOBXOAMMOCTU COBEpPLLEH-
CTBOBAHMA 3aKOHOAATENbCTBA B 3TON chepe, B TOM
yucne B LeNax HeaonyweHUa AUCKPMMMHALUK
rparkgaH. Kak y)ke oTmeyanochb Bbile, B CUNY
cBomx ocobeHHocTel reHeTUYeckaa nHdopma-
LMA MOXKeT bbITb OTHECEHA K MEePCOHAbHbIM AaH-
HbIM O CyObEKTE NMLLb B YAaCTU, TaK KaK COAEPKUT
B cebe MHbOpPMaLMIO HE TO/IbKO O HEM, HO 1 060
BCEX Y/IeHax ero CeMbM U PoACTBEHHMKaAX. B TO e

3 PeweHune BepxosHoro Cyga P® ot 13.01.2011 Ne KMM10-1601 «O6 oTKase B yA0OBAETBOPEHUMN 3aABAEHUA
0 MPU3HAHUM YAaCTUUYHO HEAEWUCTBYOLWMM NMYyHKTa 6 MHCTPYKLMM NO NPUMEHEHUIO METOA0B BCMOMOTaTeNbHbIX
pPenpoAyKTUBHbIX TEXHOMOIMI, YTB. NpuKkasom Munsapasa PP ot 26.02.2003 Ne 67» // CMNC «KoHcynbTaHT-

Mnatoc».
35 URL: https://p.dw.com/p/17aSX.
% Ajunwa I. Op. cit. P. 1239.
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Bpemsa reHeTUYecKan MHpopmaumsa TeCHO CBA3aHa
C KaTeropmamm «JIMYHOM», «CEMEMHOMN» TaliHblI,
TaliHbl «4aCTHOWM }MU3HU». [peacTaBseTCA, YTo No
CBOEl NPaBOBOM NpPUpPoOAEe reHeTu4ecKkan MHpop-
Mauua ABASETCA /IEMEHTOM JIMYHON, CEMENHOM
TalHbl rpaXaaHnHa n BKAoYaeTcs B 6onee 06b-
€MHOoe NOoHATME TalHbl YACTHOM U3HU CYObEK-
Ta, NO3TOMY A,0/1’KHA 3aLMLLATbCA 3aKOHOM KaK
HemaTepwuanbHoe 6naro (ct. 150 FK P®). OgHako
CYLLEeCTBYIOLLEE NMPABOBOE PEryMpOBaHMeE He Cno-
COBHO y4ecTb 0COBEHHOCTM reHeTUYEeCKOM NHPOP-
Maummn n obecneuyntb adeKTUBHYIO 3aLUUTY OT ee
HenpaBOMEpPHOrO 3aB/faZeHMA U UCNOb30BaHMA,
B TOM YMCNe OT COBepLIEHNs AeNCTBMIN, HanpaB-
JIeHHbIX Ha YCTaHOBNAEHME OrpaHMUUYeHuiA No Npu-
3HaAKy Ha/MuYMA HacnenCcTBEHHbIX 3ab6oneBaHui
N MHbIX 0OCOBEHHOCTEN Npu Npueme Ha pabory,
3aKNH0YEHUS 4OTOBOPOB CTPAXOBAHMUA, KPEAUTHbIX
O0roBOpOB U Ap.

Cnefyet Tak¥e OTMETUTb, UTO AelicTBylolLee
3aKOHOAATENbCTBO U cyaebHas NpaKkTMKa He Bbl-
paboTann eaMHOro noaxona K onpeneneHunto
NOHATUA TalHbl YaCTHOM }KMU3HU nua. KoHcTu-
Tyuma PO B n. 1 cT. 23 onpeaensnet, YTo KaxKAabIn
MMeeT NpaBo Ha HEMPUKOCHOBEHHOCTb YaCTHOM
U3HU, INYHYIO U CEMEMHYIO TaliHy, 3aLLUTY CBOEM
yectu n gobporo umeHu. OgHaKO, Kak onpeaennTb
coaepraHue 3TUX NOHATUN, 3aKOHOAaTENbCTBO
oTBeTa He AaeT. KOHCTUTYUNOoHHbIN Cya PP npu-
3HaeT, YTo NPaBO Ha HENPMUKOCHOBEHHOCTb YacT-
HOM YXU3HW, TMYHYIO U CEMENHYIO TallHy O3HaYaeT
NpeLoCTaB/NeHHYIO Ye/I0BEKY U rapaHTUPOBAHHYO
rocyaapcTBOM BO3MOXHOCTb KOHTPOANPOBATb UH-
dopmaunto o camom cebe, NpenaATCTBOBATL pPas-
rnaweHuto cBeAeHMM NNYHOTo, MHTUMHOTO XapaK-

37

Tepa; B NOHATME «4aCTHAA XU3HbY» BK/OYAETCA Ta
061aCTb XKU3HEAEeATENbHOCTM Ye/I0BEKA, KOTOpas
OTHOCUTCA K OTAE/IbHOMY INLY, KacaeTca TONbKO
€ro 1 He NoA/IeXXUT KOHTPOJIHO CO CTOPOHbI 06LLe-
CTBa W rocyaapcTBa, eC/IM HOCUT HENPOTMBOMNpPAB-
HbIl xapaktep3’.

B csoto oyepeab, ECMNY nogvepkmBaeT, 4To 1ny-
Has KM3Hb — 3TO LUMPOKOE NOHATUE, He Noanexka-
Lee McUepnbiBalOLLEMY ONpeaeneHNIo, KoTopoe
He orpaHNYMBaAETCA 3aLLNTON TONBbKO «BHYTPEH-
Hero Kpyra», rge MU0 MOXKET KUTb CBOEN IMYHOM
¥KU3HbIO MO CBOEMY YCMOTPEHMUIO, NMOIHOCTbIO UC-
KNtoYasA BHELWWHUN MUP, HE BXOAALLNIA B faHHbIN
Kpyr. Cy6beKT BNpaBe HanaxkMeBaTb 1 pa3BnBaTb
OTHOLUEHMSA C APYTMMU NHOL4bMU U BHELHUM MU-
poM. JTUYHAS }KU3Hb MOKET B TOM YMC/Ie BKAOYATb
AeATeNbHOCTb NPodeCccCMoHANbHOrO U A4eN0BOTO
XapakTepa. MosTomy cyliecTsyeT 30Ha B3aMMoO-
OeNCcTBUA YesioBeKa C APYTUMU NOAbMU faxe
B MyBAMYHOM KOHTEKCTE, Ha KOTOPYO MOXKET pac-
NPOCTPaHATLCA chepa «TUUYHOM HU3HN»3S,

Taknum o6pasom, KaTeropua «TaiHa YaCcTHOM
XM3HM» B HacTosLlee Bpems NOABUNKHA, B Hee
BKIOYAETCA BCA 06NaCTb KU3HELeATENbHOCTM Ye-
NIOBEKA, OTHOCALLAACA K OTAE/IbHOMY /1LY, KOTO-
pas He NOANEXUT KOHTPO/IIO CO CTOPOHbI TPETbUX
NN, UM TOCYAApPCTBa, ECIN HE NPOTUBOPEUNT M-
nepaTMBHbIM HOPMaMm 3aKOHOAATe/IbCTBA.

B TO e Bpems npencTaBaseTcsa, YTo B Aab-
HeMwem HeobXoAMMO COBEPLUEHCTBOBATL MOHS-
TWe TalHbl YaCTHOM KU3HW NNLLA, TaK KaK OT 3TOro
3aBUCUT 3PPEKTUBHOCTb 3aLMTbI NPaB cybbeKkTa
B C/ly4ae HeNnpaBOMEPHOro 3aBAaAeHUS UMK UC-
Nno/sb30BaHMA MHPOPMALMK, OTHOCALLENCA K ero
reHomy.

OnpeaeneHune KoHctutyumoHHoro Cyaa P® ot 28.06.2012 Ne 1253-0 «O6 oTKase B MPUHATUM K paccMmoTpe-
HUI0 Xanobbl rpaxkaaHmnHa CynpyHa Muxamna Hukonaesun4ya Ha HapyLleHWE ero KOHCTUTYLMOHHbIX NpaB CTa-
Then 137 YronosHoro koaeKkca Poccuitckoin ®egepaunn» // CNC «KoHcynbTaHTMAKOCY.

3% TloHATME «TailHa YaCTHOM }KM3HU» U KaTeropua «privacy», pacnpocTpaHeHHasa B CTpaHax aHrI0-aMepuKaH-
CKOWM CMCTEMBbI NPaBa, HECKO/IbKO Pa3/iMyaloTcA MO CBOEMY COAEPKAHMIO. AMEPUKAHCKOE NMOHWMAHME TEpMU-
Ha «NpuMBaTHOCTbY» (privacy) orpaHMuMBaeTca «npaBom 6biTb OCTaBaeHHbIM B Mokoe» (right to be left alone)
(cm.: Warren S., Brandeis L. The Right to Privacy // Harvard Law Review. 1890. No IV. P. 193). B CLUA wnwn
topuamnyeckme aebaTbl 0 TOM, CAeayeT M PacCMATPMBaTb FrEHETUYECKYI0 MHOOPMALMIO KaK NoanasatoLLyto
nof, YaCTHYIO XM3Hb UK Noa nNpaBo cobcTeeHHocTU (ecm.: Hildebrand M. J. et al., Toward a Unified Approach
to Protection of Genetic Information // 22 Biotech. L. Rev. 602, 602 (2003) (o6cyskaeHue Bonpoca O TOM,
noanafaeT In reHeTUYecKas MHGOPMALLMA NOA YaCTHYIO HeMaTepUabHYo chepy UM MMYLLECTBEHHYIO COb-
CTBEHHOCTb). B 3TOl cBA3W NpeacTaBaseT uHTepec MHeHue CoHn M. CyTep, KOTOpas Mosaaraet, YTo reHeTu-
yeckas MHbOPMALMA AOMKHA PACCMATPUBATBLCA KaK MPaBO Ha HEMPUKOCHOBEHHOCTb YaCTHOM }KM3HM, a He
MMYLLLECTBEHHbIM MHTEpPEeC, NOTOMY YTO MMEHHO MePBOe XapaKTepusyeTca HGonee LEenoCcTHbIM B3MALOM Ha
yenoseKa (cm.: Suter S. M. Disentangling Privacy from Property: Toward a Deeper Understanding of Genetic
Privacy // 72 Geo. Wash. L. Rev. 737, 746, 763 (2004)).
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LEGAL PROBLEMS AND RISKS OF GENETIC REVOLUTION: GENETIC INFORMATION AND DISCRIMINATION3®
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of the Kutafin Moscow State Law University (MSAL)
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Abstract. In the article the author highlights that new technologies can significantly change both the life of each
person and the development of human civilization as a whole. In this regard, it is necessary to draw attention
to the fact of increasing importance of genetic information contained in human DNA in various areas of life of
a human being and, due to this fact, the need for legal science to effectively protect the rights of an individual in
order to prevent harm caused by the misuse of his genetic information.

On the basis of the analysis of the problems arising in connection with the use of genetic information about
a person, the author concludes that the legislation in this area needs to be improved also with a view to preventing
discrimination against individuals on the basis of genome. By its legal nature, genetic information is an element
of personal, family privacy of an individual and is included in the broader concept of privacy of the individual.
Therefore it must be protected by law as an intangible benefit (Art. 150 of the Civil Code of the Russian Federation).
However, the existing legal regulation is not able to take into account the specifics of genetic information and
to provide effective protection against misappropriation and misuse of this information including protection
against actions aimed at establishing restrictions on the basis of hereditary diseases and other characteristics in
employment, conclusion of contracts of insurance, credit agreements, etc.

3% The study was carried out with the financial support of RFBR within the framework of the scientific project
No. 18-29-14014 mk «The Concept of Protection of Citizens under Civil Law Protection of Citizens When Using
Genomic Technologies.»
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