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NMPABOBOE PErYJIMPOBAHME TEEHOMHBIX

MCCNIEAOBAHUM

AKTMBHO pa3sBuBawoLLasaca chepa reHom-
HbIX MCCNeOoBaHUN B COBPEMEHHON Poccum
TpebyeT COOTBETCTBYIOLLErO aAEKBATHOIO U
CBOEBPEMEHHOIO MNPaBOBOr0 PErynMpoBa-
Hus. MexayHapooHoe 1 OTeYEeCTBEHHOE 3a-
KOHOAATENbCTBO YAENAET HeAOCTAaTOYHO BHU-
MaHWs BONPOCaM HOPMATMBHOIO PEryanpo-
BaHWs cneunasnbHbIX FTEHOMHbIX TEXHOIOM I 1
IOPUAMYECKOro cTaTyca CyobekToB NOA0OHbIX
oTHoweHuin. OcobeHHO OCTPO [AaHHbIA BO-
npocC CToMT B cdepe HayyHOro BmMeLuaTesb-
CTBa B FEHOM YeJIOBEKa, TaK Kak HEKOTOPbIE
N3 TEXHONOINM NOAPA3YMEBAIOT LENbIA KOM-
nnekc cneunduyecknx npaBOOTHOLLEHUN,
KOTOpPbIE CYLLECTBEHHO OT/INYAIOTCHA OT OTHO-
LWeHnn B pamMkax apyrux cdep. B cBa3m co
BCEM BbILLIEYKA3aHHbIM 1 H2 OCHOBaHMN TOrO,
4TO O0OBLEKTOM PEryIMPOBaHUA ABASIOTCS
cneundunyeckne OTHOLIEHUS, KOTopble 6e3
COMHEeHnn o06nafgalnT KOHPUAEHUMANbHBIM
XapakTepoM 1 HEMOCPEOCTBEHHO BAUSAIOT HA
CO34aHuNe XNBbIX OPraHN3MoB, BONPoc 06 nx
HOpPMaTMBHOW pernameHTaumm B Poccum cTo-
WT Ha CEroAHsLLHNI AeHb 0COOEHHO OCTPO.

08 deBpansa 2018 r. NMpe3uaeHT Poccuin-
ckon depepaunn Bnagumup MyTnH Ha 3a-
cegaHmm CoeTa No Hayke n 06pas3oBaHMIO
3asBMJ1 0 HEOOXOAUMOCTN MacLUTabHbIX Ha-
Y4YHbIX U3bICKaHW B 06/12aCTN NPaBOBOIro pe-
rynvMpoBaHns FrEHOMHbIX UCCnenoBaHui. Pe-
annays nopyyeHune lMpesngeHta PP, Poc-
cuiicknin @oHp, dyHaameHTanbHbIX Miccne-
nosaHuii (PODU) nposén B 2018 r. KOHKYPC
Ha GVHAHCMPOBAHME YYLLINX HAY4YHBIX MPO-
€KTOB  MEXOUCUUMINHAPHbIX  dyHOAMEH-
TasbHbIX UCCNEO0BAHU MO YKa3aHHOW TEMeE,
BbIMNOJSIHEHME KOTOPbIX 3anjlaHMPOBAHO Ha
TPEXNeTHU nepuod. HayyHas 3agaya, no-
CTaBNeHHas nepes, KONeKTUBaMu Hay4HbIX
NMPOEeKTOB, 3akK/l4yaeTca B NpoOBeAeHUU
MaclwTabHbIX GyHOAMEHTasbHbIX MeXauc-
LUMMIMHAPHBIX MCCNefOBaHn Kak POCCUin-
CKOro Tak M 3apybexHOoro onbita C Lesbio
YCTaAHOBNEHUSA  KOHUEMTyaslbHbIX  OCHOB
(npuHUMNOB) GOPMMPOBAHNSA CUCTEMbI NPa-
BOBOIr0 PEryavpoBaHnUs COOTBETCTBYIOLLMX
0OLLLECTBEHHbIX OTHOLUEHWI B Chepe reHOM-
HbIX MCCNeaoBaHUNA.

HacTtosawui Homep xypHana «[pobnembl
npasa» NOJIHOCTLIO MOCBSALLEH MPOMEXYTOY-
HbIM (1-bIA FOLO, peanu3auunm npoekTta) pe-
3ynbTatam padoThl Pa3NNYHbIX HAYYHbIX KOJI-
JIEKTMBOB MO CNEAYOLLMM NPOEKTaM:

— dopMurpoBaHMe KOHLENTyasbHbIX OC-
HOB MexaHu3mMa rnpaBoBOro PeryavmpoBaHuns
OMarHoCTUKN reHoMa M FEHOMHOro penak-
TnposaHus (npoekT N2 18-29-14064);

— PazpaboTka koHUenTyanbHOW MoOenu

NPaBOBOro PEryiMpoBaHNSA XPaHEHNS 1 3a-
LW TbI AAHHbIX NOJIHOFEHOMHOIO CEKBEHMPO-
BaHusa (npoekT N2 18-29-14037);

— dopmMurpoBaHME CUCTEMbI PErYyIMPO-
BaHWS Mnopsigka npenocTaBfieHns CTpaxo-
BbIM OpraHm3aumaM [ocTyna K reHetmye-
CKMM JaHHbIM GU3NYECKMX NNL, HA OCHOBE
CPaBHUTENbHO-MPABOBOr0  MUCCef0BaHUS
(npoexT N2 18-29-14056);

— KoHuenTyanbHble OCHOBbI GOPMUPO-
BaHNA NPaBOBOro MexaHm3ma camoperynm-
pOBaHVA B cpepe reHOMHbIX UCCNef0BaHUN
(npoexT N2 18-29-14058);

— @dopmupoBaHMe MOAENM MNPaBOBOro
perynmpoBaHus reHaepHon sepudourkaummn B
CMopTe BbICOKUX AOCTUXEeHUn (npoekt N2
18-29-14055).

[MonyyeHHble pe3ynbTaTbl UCCNEeaoBaHUMN
OyaoyT NpeacTaBnsiTb HECOMHEHHbI akajae-
MWYECKNA NHTEPEC ANS NPaBOBOW HAyKN He
TOnbLKO B Poccuun, HO u B gpyrux rocynap-
cTBax. Ha OoCHOBEe Mosy4YeHHbIX Pe3dynLTaToB
Hay4HbIMW KOJUIEKTMBaAMW Mpegnosiaraetcy
BbIABUHYTb  MPakTU4eckne npensiokeHns
(NpoekTbl HOPMATMBHbBIX AKTOB U T.A4.), Ha-
NnpaB/ieHHbIE Ha COBEPLLUEHCTBOBAHME POC-
CUICKOro 3akoHOAAaTeNbLCTBa 1 NpasornpumMe-
HUTENbHOWN NPaKTUKN B CHepe reHOMHbIX UC-
cneposaHuii. Takne npensioxeHns 6yayT Ha-
npaefieHbl Ha yCTpaHeHne Npobenos NpaBo-
BOrO PEryMpPOBaHNS BbllleyKa3aHHbIX OTHO-
LEHWI, a TakxKe Ha ONTUMMN3ALUMIO MPaBOBbIX
HOPM, KaCaloLLMXCS reHETUYECKMX NCCcneno-
BaHUI N NCMONb30BaHUSA UX PE3YNbTaTOB.

MexXxancumninHapHoOCTb yKadaHHbIX Npo-
€KTOB 3aK/II04AETCHA B U3YHEHUM PASNNYHBIX
NOAXOO0B W MHEHUN nNpodeCCUOHaNbHbIX
COOOBLLECTB rEHETUKOB, OMONOrOB, XMMKKOB,
Meaukos, IT-cneunanncToB, COPTCMEHOB,
9KOHOMUWCTOB W KOHEYHO e, HPUCTOB.
MIMEHHO nCcxoas n3 MexancumnninHapHoCTw,
dopmMmnpoBannch 6onbLINE HAYYHbIE KOJIEK-
TVBbI, B KOTOPbIE BOLIN TEOPETUKN U Npak-
TUKYIOLLME CNEeLManmCTbl Ppa3nnyHbIX OTpac-
nern npaea, MegVLMHbl, FEHETUKN U T.4,

HayyHas 3Ha4MMOCTb 1 HOBM3HA NpPoek-
TOB 3aKJIl04aeTCs B TOM, 4TO MO CYyTU — 3TO
nepsble OyHAAMEHTAIbHbIE KOMIMIEKCHbIE
Hay4Hble nccnenoBaHna NogobHOro poaa B
Poccun, npegnonaraioiwme 1cnosib3oBaHne
MEXANCUMNTMIIMHAPHOIO NOAX04a K PELLEHMIO
NoCTaBfIEHHbIX 334a4. Pe3ynbraTthbl Taknx Uc-
cnefoBaHui NO3BONAT chopmMmpoBaTb eam-
HYIO KOHLLEMNUMIO NPaBOBOro PeryimpoBaHng
reHOMHbIX WUCCefOoBaHUM C NOC/enyloLen
eé peanunsauuein Ha npakTuke.

B. A. JlebeneB, rnaBHbiVi pegakTop.
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3eHnH C. C.

AKTYAJIbHLIE HANPABJNIEHUSA PA3BUTUA
NMPABOBOIO PEIYJIMPOBAHUSA OBLUECTBEHHbIX
OTHOILUEHUM B COEPE UCMNMOJIb3OBAHUSA
PE3YJIbTATOB FrEHETUMECKMX UCCNEAOBAHUM

Zenin S. S.

THE CRUCIAL APPROACHES OF DEVELOPMENT
OF LEGAL REGULATION OF SOCIAL RELATIONS
IN THE SPHERE OF GENETIC STUDY RESULTS’

B npennaraemovi ctatbe OCyLLUECTBIEHA MOMNbITKA ONPenesIeHNs akTyasb-
HbIX HarnpasJIEHW Pa3BUTUS MPaBOBOIro PErynpoBaHms 0OLLECTBEHHbIX OTHO-
LUEeHWI B cepe MNCroib30BaHnsl Pe3ybTatoB reHeTUYeCKX MCCIeA0BaHN.
OTmeyaeTcsl, 4T0 3aKPerieHne rnpaBoBbIX rPaHWL], MPUHLINIOB M HOPM PEeryJsiv-
pPOBaHWs1 reHOMHbIX UCCAEA0BaHWK 1 MCNOIb30BaHNSI UX PE3YJIbTATOB B pa3-
JINYHbBIX cepax 06LLECTBEHHbIX OTHOLUEHU TpebyeT r/1lyboKkoro Mexancum-
MJIMHaPHOIro Hay4HOro OCMbICJIEHUSI. ABTOD akUEeHTUPYeT BHUMaHNEe Ha Heoo-
XOANMOCTU Hay4HOr0 OCMbICIEHUS] aHHbIX MPO6J1IEM B KOHTEKCTE B3anMoaeli-
CTBUE €CTECTBEHHOHAYYHOIr0, COLMOryMaHUTapPHOro N TEXHUYECKOro 3HaHusl,
470 OyAEeT criocobCTBOBATh PACLLUNPEHUIO U YrilyO1eHWIO MHTeprpeTaLmny 6a3o-
BbIX YE/I0BE4YECKUX LleHHOCTe. [enaercs BbiBO4 O TOM, YTO KOMIJIEKCHOE UC-
cnenoBaHne QyHAaMeHTalbHbIX MexaHW3MOB [PpaBOBOIro PEeryinpoBaHus
npoBeneHNsI FEHOMHbIX UCCI€A0BAaHWI SBJISIETCS BAXHENLLEN MEXANCLUMIMIN-
HapHOW Hay4yHOW 3aaa4vev, MeroLLeri 0coboe coumnarbHOe 3Ha4eHNe B COBpe-
MEHHbIX YCITOBUSIX.

KnroyeBbie cnoBa: npaBoBoe peryinpoBaHue, reHeTu4eckmne nccaen0Ba-
HUSl, reHaepHas BepugukaLms, AnarHoCTrka reHoma, XpaHeHne reHeTM4ecKkom
MHGOPMaLMn, caMoperynpoBaHume.

This article deals with the crucial approaches of development of legal regu-
lation of genetic study results’. It is noticed that legal limitations, principles and
rules in that sphere involves the necessity of deep interdisciplinary science-
based understanding. The author outlines the importance of interactions of
natural-science, socio-humanistic and technical knowledge that lead to exten-
sion of interpretation of basic human values. The article concludes that complex
research of fundamental mechanisms of legal regulation of genetic study is the
critical interdisciplinary science goal that obtains particular social importance in
current time.

Keywords: legal regulation, genetic study, gender verification, genome di-
agnosis, banking of genetic information, self-regulation.

CerogHss BO BCEM MMUpe BeOyTCA Mac-  MEXAUCLUMMAMHAPHBLIX 00nacTax, roe wuayT
lWTabHbIE TEHOMHbIE UCCNIedoBaHNA, KOTO-  pa3paboTku Ha CTbiKe BUONOrMn, XUMUK, re-
pble CYLLECTBEHHO B/IMSIOT Ha COAEPXaHMe  HeTUKU, MeauLMHbl, GuonHdopmaTmnkn, du-
M HanpaBfieHUsa PasBUTUS MeOuLMHbI, 06e-  3UKW.

CneymBaloT pPasBUTME HAy4yHOrO 3HaHUA B M3yyeHne reHoma cnocobCTByeT peLue-
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HWIO aKkTyasnbHbIX Npobnem B chepe oxpaHbl
300pOBbs YenoBeka. Passntne gaHHoro Ha-
npaBfeHns UCCnenoBaHuii co3daeT ychno-
BUS Anst GOpMMPOBAHNS HOBbIX YrpO3 U pU-
CKOB, KOTOpPbIE HECYT B ce6€e COBPEMEHHbIE
OMOTEXHONOINK B LENOM N NCMNONb30BaHNE
reHHon TpaHchopMaLmm B HaCTHOCTMU.

HeobxooumocTb 10pnamMyeckoro onpege-
JIEHNS TPaHWL, W3MEHeHus BMOoNornm4eckom
npupoapl Yenoseka 06ycnoBneHa B3aMMOCBS -
3bl0 Y B3aMMO3aBUCMMOCTbIO BMOSI0rMYecKo-
ro, COLMaNIbHOIO U 9K3UCTEHLMANBHOIO B Ye-
NIOBEKE, YTO aKTyanm3npyeT Temy crneumanm-
3UPOBAHHOM 3KCMAANKALUN NOHATUS MAEHTUY-
HOCTM JIMYHOCTW, Y4YUTbIBAIOLLEN CMbICNT €€
nocnenyioLero NpMMeHeEHUs B NPaBOTBOPYE-
CTBE, NPABOOXPAHHbIX 1 MPaBONPUMEHUTESb-
HbIX NpakTMKax. B cBA3M C 9TUM akTyannaupy-
€TCsl 3HaYeHue 3almThbl NpaBa JIMYHOCTU Ha
HENPUKOCHOBEHHOCTb COOCTBEHHOM NOEHTNY-
HOCTM B CUCTEME NPABOBbLIX CPEACTB M CNOCO-
0O0B 3aLLMTbI MPaB YeoBeka N rpaxaaHnHa.

B HacToawmin nepmnon BpeMeHU npaso-
BOE peryiMpoBaHne reHOMHbIX UccnenoBa-
HUA WU NOCNEAYIOWEro UCNOob30BaHUA WX
pes3ynbTaTtoB oOcyllecTBaseTca B Poccuin-
ckon Pepepaumn dparmeHtTapHo. OTaensb-
Hbl€ HOPMbI UMEIOTCS B 3aKOHOAATENBLCTBE O
Hayke W Hay4HO-TEXHWYECKOWN AeATEeNbHO-
ctn, ®epgepanbHOM 3aKOHE O FeHHO-UHXe-
HEPHON OEeATEeNbHOCTU' U HEKOTOPLIX ApY-
rux. Bompocam npaBoBoro obecnedvyeHus
6rnobesonacHoCcT B 3aTON cdepe Takke He
yoensieTcs OOMKHONO BHUMaHus. Mmetotces
OTAENbHbIE HOPMbI B 3aKOHOAATENbCTBE O
JNINLEH3UPOBAHNN, TEXHNYECKOM PErynmpo-
BaHWM, 3aKOHOAATENbCTBE O CaHUTAPHO-
annaemMunonornieckomMm énaronony4mn?,. Oa-
HaKo MX IBHO HEAO0CTATO4YHO A1t GOpPMUpPO-
BaHUS HeoOXOAMMbIX MPaBOBLIX YCNOBWUIA
obecneyeHnss 61Mo6e30NacHOCTN C y4eTOM
HOBbIX BO3HMKAOLLMX r106asibHbIX BbI30OBOB.

B MHbIX acnekTax npaBoBOe perynmpoBa-
Hue B cpepe reHoma yenoseka B Poccuu ae-
MOHCTPUPYET AMCCOHAHC MexXAay peryns-
TUBHBIMW 1 OXPaHUTENbHBIMUA HOPMaMW.
Tak, OEeNCTBYOLWNIA Ha NPOTSXeHUn 6onee
15-Tn net depepanbHbiii 3akoH OT 20 mas
2002 roga N2 54-d3 «O BpeMeHHOM 3anpe-
Te Ha KJIOHMPOBaHMe YyenoBeka»® B cTatbe 4

1 Cm.:  depepanbHbii  3akoH  OT 5 wiong
1996 r. N2 86-P3 (B pen. ot 3 monsg 2016 r)
«O rocynapCTBEHHOM pPerynMpoBaHMM B 0061actu
rEeHHO-UHXEHepPHON aestensHocTn» // C3 PD. 1996.
N2 28. Ct. 3348.

2Cm.: depepanbHbiii  3akoH  oT 30 mapta
1999 r. N2 52-®3 (B pen. ot 3 asrycta 2018 r)
«O caHUTapHO-3aNNAEMUOJSIOrMYeckom Graronony-
4ynn HaceneHusi» // C3 Pd. 1999. N2 14. Ct. 1650.

8 Cm.: depepanbHblii 3akoH OT 20 maa 2002
r. N2 54-®3 (B pen. ot 29 mapta 2010 r)
«O BpeMeHHOM 3arnpeTe Ha KIIOHMPOBaHNE YeNoBe-
ka» // C3 P®. 2002. N2 21. CT. 1917.

npeoycMaTpuBaeT, 4TO nMua, BMHOBHbIE B
HapyLeHMN HACTOSALLEro 3akoHa, HeECyT OT-
BETCTBEHHOCTb B COOTBETCTBUM C OENCTBY-
owmm degepasnbHbIM 3aKOHOAATENBCTBOM,
0 HaKO coaepXaHue 1 XxapakTep 4AaHHON OT-
BETCTBEHHOCTW MO CEN OeHb He SICeH, No-
CKOJIbKY B YrosiloBHOM koaekce Poccuiickon
depnepaunn Hopma, npeaycmaTpuBaloLLas
OTBETCTBEHHOCTb 3a KJIOHMPOBAHWE Yeno-
Beka, OTCYTCTBYET.

B aTOIn CBA3U, B YCOBUSIX HEOOCTATOY-
HOCTW NPaBOBOr0 peryanmpoBaHus, obLie-
CTBEHHbIE OTHOLLEHUS, BO3HMKaloLLMe Npu
NPOBELEHNUN TEHOMHbIX WCCea0BaHu,
CTAHOBSATCS NMPeaMeTOM Pa3pPO3HEHHON Cy-
nebHOM NPaKTUKN.

KomMmnnekcHbIi Megnko-npaBoBOin U CO-
LManbHbI N0AX04 K aHannady npobnemaTunkm
reHomMa xapakTepeH Afs 3apybexHbIX UC-
cnepoBaHuii. Bo ®paHumm 6bin co3naH cne-
umanbHbii MHOronpo®UIbHbIN KnacTep no
BOMpOCaM peanusauum 6uoTexHosnornye-
cknx npoektoB BIOLAWGEEK; 3HakoBbiM B
pacLmpeHnn BUOTEXHOIOMMYECKOW INHUMA B
lepmaHunm Obin Tak Ha3blBAEMBbIN «LLIOK Xex-
CTa» - KPYMNHENLWnin XMMNYECKUA KOHLLEPH,
MHBECTUPOBAaBLLMA 67 MIH A0, Ha BuoTex-
HOJIOrMYCcKMe nccnegosaHus B Maccavycet-
CKM  TexHonornyeckmin  nHctutyt CLUA.
CrankmBascb Npu BEOEHUM FTEHOMHbIX UC-
cnefoBaHuii ¢ oBLWKYMK 1 NoKa He A0 KOHLA
MO3HaHHbIMM BbI30OBAMM BHELLUHEN Cpenbl,
HaLMOHaNbHbIE FOCYAapPCTBA A0JIKHbI Bblpa-
6oTatb cOanaHCMPOBAHHbLIN MPABOBOM NOA-
X0, K perympoBaHuio naHHom cdepbl 06-
LLECTBEHHbIX OTHOLUEHWUI. VIcnonb3oBaHue
MeXAyHapOoOHOro onbitTa B ONpeaeneHumn
MPaBOBbIX U ATUYECKUX PAMOK, MPUHLMMNOB 1
HOPM PEryMpoBaHNSA FEHOMHbIX UCCNeao-
BaHW CTAHOBUTCS B AAHHOM CBA3U AOKTPU-
Ha/bHOM OCHOBOW B CO3aaHuUn 3hdeKTnB-
HOW 3TMKO-NPaBOBON MOAENN COLMANbHOIo
perynnpoBaHus 3Ton cdepbl Hay4YHOM aes-
TENBHOCTW.

NMpaBoBoe perynupoBaHuMe pAuarHo-
CTUKN FreHOMa U FeHOMHOro pefaKkTupo-
BaHUSA

AKTVMBHO pasBuBaioLlascsa cdepa ycnyr
no AMarHOCTUKEe reHoMa 1 ero peaakTupo-
BaHMIO TpebyeT aeKkBaTHOr0, CBOEBPEMEH-
HOro NPaBOBOro perynuposanus. B Poccunin-
ckon PepepaummHe chopMnUpoBaH HeEOHXO-
OUMbIA MacCCUB MNPaBOBbIX MNpPeanucaHum,
perynvpylowmx OTAENbHbIE HanpaBfieHUs
reHeTnKu, a Takxke OTCyTCTBYyeT addeKkTmB-
HbIi MEXaHN3M NPUMEHEHMS yXe CYLLLECTBY-
loLwmx Npaebix HOPM. CerogHsa Ha MexayHa-
POLHO-NPABOBOM YPOBHE W B HaALMOHASIb-
HOM 3aKOHOAATEeNbCTBE YAENAeTcs Heao-
CTaTO4YHO BHMMAHWSA BOMPOCaM Perynmpo-
BaHMA cneumanbHbIX FEHOMHbIX TEXHONOIMMI
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M IOpMONYECKOro ctatyca CyObekTOB 3TUX
npaBooTHoLWwEHNN. OcobeHHO OCTPO AaH-
HbI BOMPOC CTOUT B cepe HayyHOro BmMme-
LaTeNnbCTBa B FTEHOM YesI0BeKa, Tak KakK He-
KOTOPbIE M3 TEXHONOrni noapasymeBaioT
Lenbll KoMMaeke cneundunyecknx oTHoLle-
HUI. Ha coBpeMeHHOM aTane OTCYTCTBYIOT
npaBOBbIE HOPMbI, PEFYNPYIOLLIME N YETKO
onpegensiowme Ipunandecknii cTtatyc am-
6pvoHa N Kak CNeacTBME MEeXaHU3Mbl ero
3aWmThl B YC/IOBUSIX MNPOBEOEHUSA HAyYHbIX
OMbITOB.

AHann3 COBPEMEHHbIX TEHOAEHUMA pas-
BUTUA MexXaHM3ma NpaBoBOro peryaMpoBsa-
HUSA TEHOMHOW AMarHOCTUKN N PeaakTupo-
BaHUS FeHoMa, MO3BOJISIET BbIAENUTbL ABA
OCHOBHbIX Moaxona. Bo-nepBbix — 3TO «3a-
NPETUTENbHbIN», BA3NPYIOLLMIACS HA MOSIHOM
3anpeTe NPOBEAEHMS PenaKTUPOBaHUSA re-
HOMa 1 OrpaHMYMBaOWMA PaMKU ero aua-
FHOCTVKU. BO-BTOPbIX — 3TO «PaMOYHbIN>»,
OCHOBbIBAIOLLIMINCA HA 3akpenseHnn cBobo-
Obl OMArHOCTUYECKNX UCCNeAO0BaHUN TeHo-
Ma 1 paspeLuaroLlni ero pegakTmpoBaHme B
pamMkax orpaHnu4yeHnin, yCTaHOBIEHHbIX MEX-
OyHapOoaHO-MPaBoOBbIMMY HOPMaMMU.

OpHako, obecneyunTs Hambonee adpdek-
TUBHOE NMPABOBOE PEryNMpPoOBaHNE BOSMOX-
HO TOJIbKO MNPW YCNOBUW HOPMAaTUBHOIO
onpeneneHns npeaenos (rpaHnL), B pamMmkax
KOTOPbIX reHeTukn, obpasys camoperynu-
pyemoe npodeccuoHanbHoe CO06LECTBO,
MOryT cBO6OAHO 3aHMMATbLCS AMarHOCTUKOMN
reHoma 1 ero pegaktuposaHmem. dopmu-
pOBaHME 3TUX NPaABOBLIX NPEAENOB OO/IKHO
OJHOBPEMEHHO OTBEYaTb MHTEPECAM JINY-
HOCTU, KOHKPETHOro obLiecTBa 1 rocyaap-
CTBa, a TakKXe Yy4uTbiBaTb LEAN HaAy4yHOro
nporpecca. YCTaHOBMEHNE HOPMATMBHbIX
rpaHnL, AMarHoCTUKN N PefaKTUPOBaAHNUS re-
HOMa A0JIKHO 6a31MpoBaTbCsA Ha MNPUHLMMIAX
rYMaHHoOCTW, LenecoobpasHoCTK, YyBaxe-
HUS N rapaHTUPOBAHHOCTM NpaB U cBoboA,
YyenoBeKa U rpaxgaHunHa. A MexaHu3m npa-
BOBOI0 PeryimpoBaHusa 3T1on cdepbl Oon-
XEH BK/OYATb 3NIEMEHTbI, obecneynBato-
Le camoperyimpoBaHume.

CamoperynuposaHue B cdepe re-
HOMHBIX UCCNe[0BaHUN

Bonpoc o0 camoperynumpoBaHun B pac-
cmaTpuBaemMon cdepe cerogHss 0cobeHHO
akTyaneH. OO6LEeCTBEeHHble OTHOLUEHUS B
JaHHoM chepe obecneyeHbl kparHe dpar-
MEHTapPHbIM MPaBOBbLIM PEryaMpoBaHUEM.
PelweHne naHHON npobnemMbl MOXET ObITb
OCYLLIECTBJIEHO MPU MOMOLUY MEXaHU3MOB
camMoperynmpoBaHusa. MHuumatopom no-
DOBHOro perynMpoBaHns BbICTYNaeT camo
rocygapcTtBO, KOTOPOE, Ha CEeroaHsLHWN
OEeHb, He yCcTaHaBNMBAET YEeTKUX MpaBu U
CTaHAapTOB B OpraHm3auum paboTbl reHeTu-

KOB 1 Ux nabopaTopuii B pasfinyHbIx cepax
(8OopaBoOOXpaHeHVe, CeNbCkoe XO039MCTBO,
cropT u 1.4.). Kpome TOro, BCe peakTuBbl,
pacxofHble MaTepuanbl, 1 06opyaoBaHue,
KOTOPOE MCMNONb3yeTCA B FTEHETUYECKNX UC-
cnefoBaHUaX AOMKHbIM 00pa3oM He NNLEH-
31MPOBAHO 1 HE CTaHAaPTU3UPOBAHO.

HeobxoaMmMo OTMEeTUTb, 4YTO reHeTuka
BCe Yalle (PYHKLUMOHMPYET B cumMbuoze ¢
OPYrMMU HayKamMu U 0COOEHHO C Meauun-
HOW, pa3BUTME KOTOPOM Ha COBPEMEHHOM
aTane Hepas3pbIBHO CBSI3aHHO C UCMOJIb30-
BaHMEM ee OO0CTMXKEHUN. YunTbiBas 3To 06-
CTOATENIbCTBO — CaMOperyampoBaHue B
chepe TreHOMHbIX WCcCcnefoBaHUM Heco-
MHEHHO MPUBEAET K MOBbLILLEHNIO Ka4eCcTBa
perynmpoBaHns MeOUUUHCKON OEeATeNIbHO-
CTW, KOTOpas TpebyeT akTMBHOro y4acTus
OpraHn30BaHHOro NPOMECCUOHaNBLHOIO COo-
o0LLeCcTBa reHeTUKOB B YCTAHOBJIEHUM CTaH-
[ApTOB AEATEeNbHOCTM U obecnevyeHnn unx
VCMNOJIHEHUS.

bonee wmpokoe BHeApeHne camopery-
nnpoBaHus B chepe reHoOMHbIX nccnegoBa-
HUI NO3BOINT CO3AaTb MHCTUTYT CUCTEMHO-
ro B3aMMOAENCTBUA C roCygapCTBEHHbLIM
pPerynsaTopom 1 no3eBonuTt obecnednTsb Gop-
MUPOBAHME  OENCTBEHHOrNO  MexaHM3ma
IOPUANYECKON OTBETCTBEHHOCTU 3a pe3yJib-
TaTbl Takon pgedatensHocTu. B nepcnekTuee
KBanMdUUMPOBaAHHOMY NpodEeCCUOHaNbHO-
My COOOLLIECTBY MOXeT ObITb NepenaH psa,
NOSIHOMOYUNI NO OTPAC/IEBOMY perynmposa-
HUIO. B MUPOBOI NpakTuke MPUHATO CHU-
TaTb, YTO CaMOPErynnpoBaHne AEMOHCTPU-
pyeT ropasno 60nbLiyto rMbkocTb U agan-
TUBHOCTb MO CPaBHEHUIO C roCyOapCTBEH-
HbIM pPEeryinmpoBaHnNeEM. 3HAYNTENbHO CHU-
XalTCs N3OEPXKKN rocyaapCTBEHHONO MO-
HUTOPUHIAa WCMOJIHEHUS  YCTAHOBJIEHHbIX
CTaHAAPTOB U NPaBu AEATENbHOCTU, MOBbI-
LlaeTcs AENCTBEHHOCTb KOHTPOSA B pasnuny-
HbIX cepax NPUMEHEHUS TEHETUYECKNX UC-
CneaoBaHuii B TOM YMCTIE U B CMOPTE BbICO-
KNX JOCTUXEHUN.

leHpepHaa BepuduUkaumusa B cnoprte

lenoepHas Bepudurkaunsa B CnopTe Bbl-
COKMX OOCTUXEHWNN Hepa3pbiBHO CBS3aHa C
FEHOMHbIMU UCCNENOBAaHNAMUN  YEJIOBEKA,
NpPaBoOBOE PerynpoBaHnNE KOTOPbIX ABASET-
CSl KpaeyrosibHblIM KaMHEM B MpOLEecce ne-
rMTUMN3aLNN PeLLEHNs COOTBETCTBYIOLLEN
CMOpTMBHOW denepaunn nnm KoMmuTeTa o
[0rnycKe nam OTCTpaHEHUN CIOPTCMEHOB OT
y4acTusi B COPEBHOBAHUAX. AKTYyasllbHOCTb
nccnenoBaHnsa MMEET Henpexoasilee 3Ha-
YeHue MNOCTOJIbKY, MOCKOJIbKY CYLLECTBYIOT
PasfnyHbIE TOYKM 3PEHUS MO BOMPOCY O Le-
necoobpasHOCTN U OONYCTUMOCTU NpuMe-
HEeHVA TeHeTU4YeCKMX WnccnenoBaHuii ang
onpegeneHnsa nosioBOM MNPUHAANEXHOCTHU
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aTNIeTOB B CMNOPTE BbICOKMX AOCTUXEHUN.
CeroaHs OTCYTCTBYIOT CneumnasnbHble HOPMbI
M NPaBw Kak B CMOPTUBHOM, TaK 1 B OPYIUX
OTpacnsax POCCUNCKOro npasa, pPeryampyto-
LMe BbllLeyKa3aHHble OTHOLLEHNS, a TakxXe
He BblpaboTaH eanHbI Hay4HO-060CHOBaH-
HbI NOAXO[, K PELUEHMIO AaHHbIX BOMPOCOB.
B oTOli CBA3M BO3pacTaeT akTyalbHOCTb
KOMMJIEKCHOrO MpaBOBOro aHanusa, Ha-
npasiieHHOro Ha GopmMMpoBaHne TeopeTun-
4eCcKOoro Noaxoaa K NOCTPOEHMIO MexaHn3mMa
NPaBOBOro PerynpoBaHns NPUMEHEHNS re-
HOMHbIX MCCNefoBaHU 18 onpeaeneHns
nona B CNopTe BbICOKUX AOCTMXeHUA. Pop-
MUPOBaHWE [AHHOM0 MexaHn3ma [OJIKHO
6a31MpoBaTbCA HA HE3bIONEMOCTU U rapaH-
TUPOBAHHOCTM INYHBIX MPaB 1 cBOHOA, Ye0-
BeKa 1 rpaxgaHuHa B TOM Yucne v B cdepe
XpPaHeHS 1 3aWmThl TaKon MHGOPMaLLNN.

XpaHeHue v 3awmuTa AaHHbIX MOJIHO-
reHOMHOro CeKBeHUpPOBaHUS

O6LLEeCcTBEHHbIE OTHOLLUEeHUA B obnactu
XpaHeHuUs1, 4OCTyNa 1 3aWmThl JAHHbIX NOJI-
HOFEHOMHOIr0 CEKBEHNPOBAHUS TaK Xe HYX-
[aeTcss B COOTBETCTBYIOLIEM MPaBOBOM
obecneyeHumn. B cBA3K C TEM, YTO 0OBHLEKTOM
pPErynnpoBaHus SaBMSIOTCA cneunduieckmne
OTHOLLEHUS, KOTOPble O€3 COMHEHMI obna-
[alT npuaHakaMmn KOH(UOEHUMaNbHOCTH,
BOMPOC O HOPMAaTMBHOW pernameHTaumm nx
3aWmThl, XPAHEHUS 1 OCTYMNa K HAM SIBASIET-
¢ ocobeHHOo akTyanbHbIM. [lepenaya Takom
KOHOUOEHUMANBHOWM MHGOPMaUUM anuam,
HE VMEILLVM NpaBa AOoCTyna K HEN, a Takke
OTCYTCTBME MPABOBOW N TEXHOJIOMMYECKOMN
3aWuThl Pe3ynLTaTOB NOIHOFEHOMHOIO CEK-
BEHMPOBAHUSA MOXET HaHeCTU 3Ha4YuTesb-
HbIli BpE€A, HEOrPAHNYEHHOMY KPYTY 1L, Bbl-
paxalLlnincs B yleMeHMe npaea JIMYHO-
CTW Ha KOHPUAEHUMANbHOCTb, ANCKPUMMW-
HaLMIO B OTHOLLUEHUN OTAENbHbIX KaTeropui
rpaxaaH no npusHaky reHoTmna 4esoBeka,
€ro 340pO0BbSl, HACNeACTBEHHOCTU. AHann3
COBPEMEHHOI0 COCTOAAHUA UCCNeaoBaHUN B
ykasaHHOW cdepe CBMOETEeNbCTBYET O He-
[0CTaTO4HOM HOPMAaTUBHOM pPErynmposa-
HUM [JAHHOrO BOMpPOCa MO CPaBHEHUIO C
NpakTUKOM Apyrmx rocygapcTts. Hanpumep,
B lfepmaHum n CoeamHeHHbix LLTatax Ame-
pukn obecrnedyeHo [A0CTaTOYHO AeTaslbHoe
perynnpoBaHne BOMNPOCOB NCMOJIb30BAHUS,
XpaHeHuns, 4ocTyna K AgaHHbIM NOJIHOFrEHOM-
HOrO CEKBEHWPOBAHUS 1 UX 3aLLUTLI, 4TO ra-
paHTUpyeT KOHPUOEHUMANbHOCTb U HEeOo-
MYCTUMOCTb HE3aKOHHOr0 MCMOJSIb30BaHUSA
nonobHoro poga nHpopmauun. B cospe-
MEHHOW IOPUANYECKON Hayke He CHOPMMPO-
BaH eOuHbIA NoaXxond K PeleHnio 3aaadm o
MOLIaroBON  perfamMeHTaumMn  yKasaHHbIX
npoueccoB. CerogHs He BblpaboTaH egu-
HbIlA cnoco® ynpaBneHns HANBUAYaNbHOMN

reHeTn4eckom nHdopmaumen n 3awmTtbl ee
HENMpPUKOCHOBEHHOCTUN. B TO Xe Bpems, 13-
ObITO4YHOE HOPMMPOBAHWNE MOJTHOrEHOMHOIO
CEKBEHMPOBAHUSA CMOCOOHO 3aTOPMO3UTb
pPas3BUTUSA Hay4YHbIX UCCNE0BAHNN B AAHHOMN
obnactu.

OpHako, NpoLecchl XpaHeHns1, 4onycka u
3alLnNTbl FeHEeTUYECKON MHdOopMaLMn OOX-
Hbl ObITb MpMBEAEHbl B COOTBETCTBUE C
MPUHLMNAMU HE3bIOIEMOCTU U HE OTYYXXAa-
€MOCTU NpaB JIMYHOCTU. B gaHHOM acnekTe,
npaBoOBbIMY CpeacTBaMu, Heo6xoanumMo obe-
cneyunTb BanaHc Mexay nHTepecamm oodle-
CTBa U WHAMBMAA, HAYYHOro nporpecca u
npas 4enoseka. Heobxooumo onpenennTb
npaBoOBble OCHOBaHWS 3TOro GanaHca 1 Ha
X OCHOBE — BblpaboTaTb KOHLENTyasbHbIE
OCHOBbI GOPMUPOBAHMS MEXaHN3Ma NPaBo-
BOrO peryinmpoBaHns NpPOLLECCOB XPaHEHUS,
[OCTyna, 3alnTbl U Nepenadm reHeTUHeCcKnx
DaHHbIX.

MpepocTaBneHus CTpPaxoBbIM opra-
HU3auUaM JocTyna K reHeTU4ecKum
AaHHbIM

AKTVUBHO pa3BUBaOLLNNCH PbIHOK JINYHO-
ro CTpaxoBaHUs B COBPeMeHHOW Poccum
YKa3bIBaE€T HA BaXHOCTb NMPaBOBOr0 OCMbIC-
JIeHUss  BO3MOXHOCTW  MpPenoCTaBfIEHUS
CTpaxoBbIM OpraHusaumaM JocTtyna K pe-
3ynbTataM [eHEeTUYECKUX WCCNeaoBaHui
noTeHumanbHbIX CcTpaxoBaTenen. Kcxoas,
MMEHHO 13 3TOM nHdOopMaLmn CTPaxXOoBLLN-
KaMu [OO0/IKEH paccHMTbIBATbCA CTPaxoBOM
Tapud, YCNOBUS 3ak/IlOY4EHUS [OroBopa
CTpaxoBaHu4, Nepunog, CTpaxoBaHus, a Tak-
X€ pasMep CTPaxoBOr0 BO3MELLEHUS MO
CTPaxoBOMY CJly4alo 1 CTPaxoBble pe3epBbl.
OpHako nepepaya nogobHoro poaa MHGOP-
Maunn CTPaxoBLUMKY MOXET MOBMEYb PSA
HebnaronpuSaTHbIX MNOCNEACTBUN: yLIEMIE-
HME npaBa JIMYHOCTM Ha KOHbUAeHUMaNb-
HOCTb; OMCKPUMWUHALMIO B OTHOLLUEHWM OT-
OENbHbIX KaTeropui rpaxgaH no npuaHaky
reHoTMna 4enoBeka, ero 300oposba. Peann-
3auma CTPaxoBOro nHtepeca GuUan4eckoro
amua Yyepes OOHOBPEMEHHOE yLleMJieHne
€ro HeMMyLLECTBEHHOIO MHTEpPEeca no Co-
XPaHEHUIO B TaHE ONpeneneHHbIX cBende-
HWIN O CBOEN XWU3HU N COCTOSAHUN 300POBbA
CHMXAET LLEHHOCTb JINYHOrO CTpaxoBaHuS,
4YTO CNOCOBHO OTpUUATENIbHO CKa3aTbCs Ha
pPas3BUTUM 3TOrO NPOrPECCUBHOINO UHCTUTY-
Ta.

CerogHs OTCYTCTBYIOT  ChneumnasnbHble
HOPMbI U NpaBuia Kak B rpaxaaHCKoM, Tak 1
B OPYrnx oTpacnsax poCCUMCKOro npaea, pe-
rynnpytowpne Bbllleyka3daHHble OTHOLLEHUS,
a Takxke He BblpaboTaH Hay4HO-0O6OCHOBAH-
HbI NOOXO0A, K PELUEeHNIO JaHHOro BOMpoca.
B o101 cBSI3M, 0COOYI0 BaXHOCTb Npuobpe-
TaeT HeobX0AMMOCTb BbIPabOTKM KOHLLENTY-
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aJIbHbIX OCHOB (MPUHUWNOB) GOPMUPOBaAHUSA
CUCTEMbl MPaBOBOr0 PEeryiampoBaHnsa Mno-
paaka npenocTtaBieHns M UCMoJSIb30BaHUSA
CTPaxoBbIMN  KOMMAHUAMU TFEHETUYECKOWN
vHdopmMmaumm o dusmyeckmnx nuuax s Poc-
cuiickon dPepepaumn.

Takum 06pas3om, onpeneneHne npaso-
BbIX FPaHuL, NPUHLIMMNOB U HOPM PEryimpo-
BaHWS FT€EHOMHbIX MCCNeNOBaHUIA U UCMOSb-
30BaHNA NX Pe3ynbTaTtoB B Pas/iMyHbIX che-
pax OOLLECTBEHHbIX OTHOLUEHMA TpelbyeTt
rny6oKOro MexamcLMniInHapHoOro Hay4yHoro
OCMBbICNEeHNd. Hay4yHO n coumanbHO NMpuem-
JIeMbIMW MOTYT CTaTb TOJMILKO TE€ PeELleHUs,
KOTOpblE MOJIy4EHbl B KA4E€CTBE CUHTETUYe-
CKOro 3HaHWs BO MHOrmx obnacrax: ¢uno-
codumn, 3TUKN, CPaBHUTESIBHOIO Nnpasa v oT-

pacneBbiX OPUANYECKNX ANCUMNANH. Takoe
3HaHMe SABNgeTCcs HeobXxoaMMbIM ANs npu-
HATUS TOCYAapCTBOM MepP MO KOHTPOJIO Ma-
HUNYASALUNIA ¢ BUONOrNYecKoi NPUPOaON Ye-
NI0OBEKA M MO 3aluTe ero OT HErymMaHHoro
BMeLwartenbcTBa. AKTUMBHOE B3aUMOAEN-
CTBME €CTEeCTBEHHOHAY4HOro, Ccoumoryma-
HUTAPHOIO U TEXHWYECKOro 3HaHus 6yneTt
cnocobCcTBOBAThL pacLUMPEHUto 1 yrnyone-
HUIO UHTepnpeTauum 06a30BbIX 4YenoBeve-
CKWMX LeHHOoCTen. KoMmnnekcHoe nccnegosa-
HMe dyHOaMeHTasNbHbIX MEXaHM3MOB Mpa-
BOBOI0 PEryNMpPOBaHng NPOBEOEHNSA FTEHOM-
HbIX MCCNenoBaHUN ABNAETCA BaXHeWLen
MEXANCUVMIIMHAPHOM Hay4HOW 3apaven,
vmMeroLein ocoboe coupanbHoe 3HaYeHne B
COBPEMEHHbIX YCITOBUSX.
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NMOUCK OBLUX NMPUHLIMNOB
CAMOPETYJIUPOBAHUA FTEHOMHbIX
UCCINIEAOBAHUN B KOHTEKCTE OBECNEYEHUSA
NMPUOPUTETHOM 3ALUMUTLI NPAB U 3AKOHHBIX

MHTEPECOB JIMMHOCTH'

Varlen M. V., Mashkova K. V., Zenin S. S., Bartsits H. L., Suvorov G. N.

SEARCH FOR GENERAL PRINCIPLES

OF GENOMIC SELF-REGULATION
RESEARCHIN THE CONTEXT OF ENSURING
PRIORITY PROTECTION OF RIGHTSAND
LEGITIMATEINTERESTS OF THE INDIVIDUAL

B coBpeMeHHOM MUpe YCyrn no reHeTun-

Crarbs nocssiLeHa rnpobsieme rovicka o6LUMX MPUHLNIMTOB CaMOpPEerynpo-
BaHWsi FEHOMHbIX UCC€A0BaHWi ¢ no3vumm obecriedeHns n 3aLimTbl OCHOBO-
rioniararoLLmx npas v 3aKOHHbIX UIHTEPECOB JINYHOCTU. [1peanoxeHbl OCHOBHbIE
XapakTepucTukn MOAEIN ONTUMAasIbHOrO COOTHOLLIEHWSI rOCYAapCTBEHHOI O pe-
ry/MpoBaHus i CaAMOPEryYJINPOBaHWS MPaBOOTHOLLEHWI B C(hepe reHOMHbIX UC-
cnenoBaHuii, cchopmMympoBaHbl 6a30BbI€ MPUHLINILI €€ NOCTPOEHMS] Ha OCHO-
Be aHann3a 3apybexHoro orbiTa u HOPMaTMBHOIO MPaBOBOro PErynpoBaHUs
reHoOMHbIX nccaenoBaHuii B Poccuvickori ®enepaumnmn. Ocoboe BHUMaHWE yae-
JIEHO OnpeaeneHnio cepbl nPUIOXKEHNs CaMOPEryNpPYOLLUNX QYHKLUNA rpo-
¢eccrnoHanbHbIX CO0BLECTB reHeTUKOB, Cpepbl rocyaapCcTBeHHOro BMelLla-
Te/IbCTBO B 0011|€CTBEHHbIE OTHOLLIEHWS B JAHHOV OTPAaCJIv, a TakXXe COOTHOLLIe-
HUIO MEXAY HAMMU.

KnioyeBbie cnoBa: reHOMHbIE UCC/IEA0BaHWNS, CaAMOPErynpoBaHve, rnpa-
Ba, 3aKOHHbIE UHTEPECHI, INYHOCTb, 0becrnedyeHne, NPUoPUTET, MPUHLMI, ro-
CcyapCTBEHHOE BMELLIAaTe/IbCTBO.

The article is devoted to the problem of finding the general principles of self-
regulation of genomic research from the standpoint of ensuring and protecting
the fundamental rights and legitimate interests of the individual. The main char-
acteristics of the model of the optimal ratio of state regulation and self-regula-
tion of legal relations in the field of genomic research are proposed, the basic
principles of its construction are formulated based on the analysis of foreign
experience and regulatory legal regulation of genomic research in the Russian
Federation. Particular attention is paid to the definition of the scope of applica-
tion of the self-regulatory functions of the professional communities of geneti-
cists, the scope of state intervention in social relations in the industry, as well as
the relationship between them.

Keywords: genomic research, self-regulation, rights, legitimate interests,
personality, security, priority, principle, state intervention.

opraHmndaunamMmmn. COOTBGTCTByIOLLI,I/IVI BN,

HeCKOMY uccnenoBaHmio n nepcoHajibHOMY
reHOMHOMY TeCTUPOBAHUIO MOCTENeHHO
BXOOAT B YMCJIO MONYNAPHbIX YCNyr, OKa3bl-
BaeMbIX KOMMepyYeCknMn MegununHCKMMUn

nccnenoBaHUii U TECTOB MO3BONSET GU3M-
4eckUM Nnuam nosy4yaTb AOCTYM K LWMPOKO-
My CMeKTpy WHdOpMauuUnU, MCMob30BaTb
KOTOPYIO MOXHO AJ151 MJIaHUPOBaHNS CEMbU,

" iccnepoBaHue BbIMOAHEHO NPy GUHAHCOBON NoaAepx)Ke Poccuitckoro ¢poHaa dyHaaMeHTabHbIX ccne-
nosaHuii (PODU) B pamkax Hay4yHoro npoekta N2 18-29-14058
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Nle4eHNs1 HACNeACTBEHHbIX U MHbIX TEHETU-
yecknx 3abonieBaHuin, U3MeHeHus obpasa
XM3HU C LENbIO YNYyYLIEHNS COCTOAHNS 300-
poBbs 1 apyrux uenen. B Poccuiickon de-
fepaunn oTHoweHust B cdepe reHetmye-
CKUX NCcneaoBaHui SBNSIOTCS CPaBHUTESb-
HO HOBbIM BUAOM OOLLECTBEHHbIX OTHOLLE-
HWIA, MPaBOBOE PEryJMpoBaHNE KOTOPbIX
CTPOUTCS Ha Takmx 6a30BbIX HOPMATUBHbIX
npaBoBbIX akTax, kak PenepanbHblii 3aKOH
oT 21 Hos16ps 2011 . N2 323-P3 «O6 ocHo-
Bax OXpaHbl 300pPOBbs rpaxgaH B Poccuin-
ckon Pepepaunn», GenepanbHbliii 3aKOH OT
5 uiona 1996 r. N2 86-P3 «O rocynapcTBeH-
HOM perynmpoBaHuM B 061aCTU FreHHO-UH-
XEeHepHoN peatenbHocTu», MepepanbHbli
3aKkoH oT 3 gekabps 2008 r. N2 242-Pp3 «O
rocyJapCTBEHHOW EeHOMHOW permncrpauum
B Poccurickon depepaumm».
Copepxalimecs B HUX HOPMbl HOCHT,
NPENMYLLLECTBEHHO, OOLLNIA XapakTep, N He
OxBaTblBalOT coboli  npodeccnoHanbHO-
3TUYECKNX ACMEKTOB B3AMMOOTHOLLUEHWI Na-
UMEeHTa WM MCCnenyemMoro co cneuuanm-
CTOM B cpepe reHeTUKN 1 reHOMUKU, Kaca-
IOLLMXC MHOOPMMPOBAHUSA NLA O XO4e U
pesynbratax reHeTUYeCcKOro NccneaoBaHus,
TpeboBaHWNI K KA4eCTBY Pe3dy/ibTaTOB UCCIle-
[OBaHUI, NCNONb30BAHMIO UX PE3YSILTATOB U
T.n. CnoxuBliascsa cutyauusi 3aKkOHOMEpPHO
NnOOHMMAET BOMPOC O BO3MOXHOCTM CaMoO-
perynnpoBaHnus OTHOLIEHU B cdepe re-
HOMHBbIX UCCNeAoBaHUN CO CTOPOHbI MpPO-
deccroHanbHbIX COOOLLECTB CNeunancToB
B cpepe reHeTuKn 1 reHommku. Miopea camo-
perynnpoBaHus npennonaraet CyuiecTBO-
BaHVE NpPOdECCUOHaNbLHOM rpynnbl, OCy-
LLECTBSIOLLEN MO COrNacoBaHUIO C opraHa-
MW rOCyJapCTBEHHOW BnacTu pernamMmeHTa-
LUMIO OEATENbHOCTBIO €€ YJEHOB nocpen-
CTBOM YCTaHOBEHUS NPOdeCcCMOoHaNbHbIX
CTaHOapTOB, pa3paboTkm aTUYECKNX TPebo-
BaHW, BblAA4YM M aHHYNIMPOBaHUA pa3peLue-
HUI Ha NpaBO OCYLUECTBNEHNA Npodeccmo-
HanbHOW pesatenbHocTu [1, c. 3]. Ang pewe-
HMS BONpOCa 0 BO3BMOXHOCTW Nepeaayn ka-
KMX-N1MOGO BOMNPOCOB OpraHn3aumnu 1 npoee-
[EHNS1 TEHOMHbIX WUCCiefoBaHUi Ha OTKYynM
npodeccmnoHanbHbIM COOOLLECTBAM C Haae-
NeHneM Ux GYHKLUSMU caMoperynmpyemMbix
opraHvsaumin, BaXHO, B MEPBYIO Oo4epenp,
onpenennTb CTeneHb HeobxoaMmMOoro rocy-
[APCTBEHHOrO0 BMeELIATENbCTBA B [OaHHbIE
OTHOLLIEHUS C y4eTOoM noTpebHocTen B obe-
crnevyeHnn n 3awmTe 6a30BbIX NPaB U 3aKOH-
HbIX WHTEPECOB JIMYHOCTWU. BbinonHeHne
9TON 334241 HEBO3MOXHO 6e3 NpoBeaeHns
KOMTMIEKCHbIX CPaBHUTESIbHO-MNPaBOBbIX UC-
CnegoBaHuii, CONMPOBOXAAIOLLMXCS OLLEHKOM
CUCTEMbI HOPMATMBHOW pernameHTaumm
npodeCcCnoHanbHOM AeATENbHOCTU Creum-
a/INCTOB MO FEHETMKE N FEHOMUKE, BKJIHOYA-

IoLLen B cebs kKak HOPMbl FOCY4APCTBEHHOIO
npaea, Tak u TpeboBaHus, NpoayLunpyemble
Ha ypoBHe NpodeccrnoHanbHbIX COOBLLECTB.

B cucteme camoperynmpoBaHus reHoM-
HbIX UCClegoBaHni 1 pa3paboTke COOTBET-
CTBYIOLLMX MEXAYHAPOAHbIX CTaHAapTOB W
npaBus B MMpPe KJIIOYEBYIO POJib UrpatoT ABe
opraHvsaumu - Human Genome
Organization (HUGO, OpraHusauus reHoma
yenoseka) M UNESCO International Bioethics
Committee (MexayHapoaHbIi KOMUTET MO
6unoatuke IOHECKO). OpraHusaumio reHoma
yenoseka (HUGO) MOXHO onpenenntb, Kak
npodeccnoHanbHoe ob6beanHeHne cneuya-
NINCTOB B cdepe reHeTukn, OesiTeNbHOCTb
KOTOPOro HanpasfieHa, B MePBY 04epenp,
Ha KOOPAMHALUMIO FTEHOMHbIX MCCNEeL0BaHUN
CO CTOPOHbI HayyHoro coobuiecTtsa [2].
HUGO, He kacasdCb HanpsiMylo cTaTyca ca-
MOPErynvpyeMbIX OpraHnsauuin B codepe
reHeTnKn, ovepynBaeT chepy NPUMEHEHNS
perynupylowmx (GyHKUMA Takux opraHmuaa-
LUMiA B BOMpOCax opraHnsauum u nposene-
HUSI TEHOMHBIX UCCnenoBaHun. Ha ypoBHe
npogeccnoHasnbHbiX COOOLLECTB EHEeTU-
KOB, MMEIOLLMX CTaTyC camMoperynnmpyembix
opraHmsauuin, npeanaraeTcs 3akpenutb W
NPUMEHATb PEKOMEHZALMN, Kacalolmecs,
KaK MWHMMYM, Takmx BOMPOCOB OpraHum3a-
LN U NPOBEAEHUS FTeHeTUYEeCKNX nccneno-
BaHWUi, Kak: 6a3o0Bble NPOdeccMoHanbHO-
3TUYECKNE NPUHLNMbI AEATENBHOCTU, MON-
Tuka pa3paboTKM TOKasbHbIX NpaBwui B che-
pe MHpOPMUPOBAHUA O pesyfbTaTtax reHe-
TUYECKMX UCCNeaoBaHuin, NoONUTMKa paspa-
60TKWN NOKasbHbIX NpaBua B cpepe NCnosb-
30BaHNS Pe3dysibTaTOB FEHETUYECKMX TECTOB
ONs NPUMEHEHUss MEeTOMO0B KIMHUYECKOM
reHHon Tepanun [3].B pamkax MexnayHa-
poaHoro komuteta KOHECKO no 6uoatuke
NPenJyiIoxXeH HECKONIbKO WHOM MEXaHU3M
onpeneneHns 6a3oBbixX MPUHLIMMOB 1 cdepbl
NnpUMeEHeHNs MeTOA0B CaMOpPEryIMPOBaHNS
B cpepe reHeTnveckmnx nccnenoBaHmn. Tak,
B YAaCTHOCTM, HA OCHOBaHUK cT. 16 pa3pabo-
TaHHoM B pamkax KOHECKO Bceobuieln noe-
Knapaumm o0 reHoMe 4esioBeka 1 npasax 4ye-
noeeka [4]no3uumoHmpyeTca Heobxoam-
MOCTb CO3aHNS Ha HAUWOHANbHOM, PErno-
HaNIbHOM, MECTHOM WM Y4peXaeHYecKoM
YPOBHAX HE3aBUCUMbIX, MHOrOOUCLMMIN-
HapHbIX W [OENCTBYIOWMX Ha MpuHLUMNax
naopanm3ama KOMUTETOB MO 3Tuke [5, C.
619]. Ha komuTeTbI N0 3TMKE BO3NarakTcH
pasHonaHoBble 3a4a4u, B TOM YMUCTe — Npo-
BeJEeHMEe KOHCynbTauuMin ana paspaboTkm
CTaHOapPTOB, HOPMATUBHBLIX MOJIOXKEHUA W
PYKOBOAALLMX NPUHLNIMOB, KACaOLLMXCS UC-
MOJIb30BAHUSA FTEHETUYECKMX OAHHbIX Y4eno-
Beka B Hay4YHO-UCCNeAoBaTENbCKUX Wn
KITMHUYECKUX LIensax, a Takke paspeLueHus
CMOPHbIX BOMPOCOB, CBA3aHHbIX C OTCYT-
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CTBMEM Hag/exallero HopMaTMBHOro npa-
BOBOIO PErynMpoBaHns B chepe reHOMHbIX
nccnenoBaHuii BO BHYTPEHHEM MNpaBse.

Cdepa camoperynmpoBaHus reHeTuye-
CKuUX uccnepoBaHuini ¢ no3vuum MKO no
6rnoaTtuke KOHECKO, Taknum 06pasom, oxsa-
TbiBaeT COOOI OTHOLLUEHUS, CBS3aHHblE C
pa3paboTkon W peanuaaumen ITUYECKUX
CTaHOapPTOB [EATENIbHOCTU ChneumanmcToB
no reHeTuke, paspelleHnem npoddeccuo-
HaNbHO-3TUYECKNX Npobnem, padveir KOH-
cynbTauMin U pekomMeHaaumu no rnpuMeHe-
HUIO MeXAyHapOoAHbIX MPaBOBLIX HOPM B
cdepe reHOMHbIX UCCNeaoBaHNn U HaUMO-
HaNIbHOrO 3aKOHOAATENbCTBA, a TakXke y4ya-
cTMemM B paspaboTke npodecCcroHasbHbIX
CTaHOapTOB, YTBEPXAAEMbIX KOMMNETEHTHbI-
MW FOCYAapPCTBEHHLIMU OpraHamu.

Cpeon oTaenbHbIX OTpacnen reHeTuku
Hanbonee CNoXHbIMU C NO3ULUK onpeaene-
HWS PUCKOB W NPeaenoB COOTHOLLEHUS FOCY-
0ApPCTBEHHOrO HOPMATMBHOINO MPaBOBOrO
perynmpoBaHMa 1 CaMOpPEeryaMpoBaHus
OCTaloTCA UCMNOJSIb30BaHNE pe3ynbLTaToB re-
HOMHBbIX nccnegoBaHuin B cpepe Bcnomora-
TeNbHbIX PENPOAYKTUBHBLIX TEXHOMOIMA, a
Takxke onsa uenen KOMMIEKCHOro reHeTuye-
CKOro KOHCYNbTUPOBaHUS, MNPOBOAUMOIO C
LeNblo HEe3aBMCKMMOW OLEHKN pPe3ynbTaToB
TecTa, KOPPEKTUPOBKMN 0Opasa Xn3Hu, onpe-
JeneHvs ctpatermm n npopunakTukm reHe-
TUYECKMX 0BOYCNOBEHHbIX 3ab0NeBaHUI Na-
LIMEHTOM U YNieHaMu ero cembm [6, c. 5].

MexayHapoaHble 4OroBOpLI U cornaile-
HUS, OEeACTBYIOLLME B Chepe reHOMHbIX UC-
cnefoBaHuin, BO3NaraloT Ha cneumanmcToB
Mo reHEeTUKE N FeHOMUKE LeSbli KOMIMIEKC
3TMYECKNX 0083aTENLCTB, CBA3AHHbLIX C MH-
dOpPMUPOBAHMEM O COAEPXAHUN U MOCNEA-
CTBUSIX MUCClleq0BaHNS, BO3MOXHOCTbIO UC-
Nnosib30BaHWs ero pesynstaTtos, obsa3aTesb-
HbIM FEHETUYECKMM KOHCY/IbTUPOBAHUEM U
T.M., T.e. GOPMUPYIOT ONpPeaeNeHHbIi CTaH-
napT npodeccmoHanbHO-3TUYEeCKOro noBe-
OeHusa crneunannucTa, NnogaepXmBaemMblii Ha-
LIMOHaNbHbIMW NPO®ECCMOHaNbHbIMU CO00-
uiectsamm [7].

Peannsaumsa atnx ctaHoapToB camope-
rynmpyemMbiM o6beamHeHnsiMum npodeccumo-
Ha/oB B 3aBUCUMOCTU OT OCOOEHHOCTEN
pPasBUTUSA HALMOHANBHOW NMPaBOBOW CUCTE-
Mbl, CTEMNEeHW KOHcoAugaumm npogeccuo-
HanbHOro coobulecTBa 1 Apyrux GakTopos
MaeT no pasHomy nytu. Tak, Hanpumep, B
CLLA o6pa3sLomM camoperynmpyemoii opra-
HM3aUWM NPUMEHNTENBHO K cdepe BCMOMO-
ratesibHblX PEenpoayKTUBHbLIX TEXHOJIOrui
cuntaetca ASRM[8]- obuiecTBo, He Hage-
JIEHHOE NPaBOM OCYLLECTBAATL cepTudumka-
LUMIO cneuuannucToB M ycTaHaBnMBaTb AN
HMX COOCTBEHHbIE O0Opa3oBaTesibHble CTaH-
[apTbl, 0QHAaKO MMelollee npu 3TOM COoO-

CTBEHHbI 9P DEKTUBHBIN MEXAHN3M pa3pa-
OOTKM N BHEAPEHUS MNPaKTUYECKUX PEeKO-
MeHOauUMIN, KaCaloLMXCs YCNOBUIA NpoBeae-
HUA KOHKPETHbIX npoueayp, TpeboBaHun K
creyyianicTamM, U OxBaTbIBAKOLWIMX OCHOB-
Hble NPOONEMbI KIMHUYECKOW MPaKTUKMN,
BO3HMKAOLLMEe Npu NPUMEHEHNN BCMIOMOra-
TeNbHbIX PEnPOAYKTUBHbBIX TEXHONOMMA. Py-
koBoactea ASRM OCHOBbLIBAOTCA Ha pe-
3ynbraTtax 0606LeHNS OTYETOB O MpPakTUKe
1 BbipaBOTaHHbIX MO UX pe3yfibTaTam aTu4ye-
CKMX 3asBJIEHUI N MPUHUMAIOTCS B pamKax
ocoboi npouenypsbl [9, c. 1387]. B npeae-
flax eBpOnenckoro coobuiecTtBa BOMPOCHI
PErynnMpoBaHns FEHOMHbIX WCCeg0BaHUM
ONS Uenen, npecnenyemMbix pPernpoaykTmB-
HOI MeanUMHON, BbliaeneHa n3 obuiero 61o-
ka npobGfieM reHeTuKM WU FeHOMWUKU, MNpu
3TOM DYHKLNW CaMOPEryMpoBaHns B AaH-
HOM cdepe npenocTaBsieHbl CreyyanbHO
Cco3aaHHOMY npodeccrnoHanbHOMy 00beau-
HeHuto — EBponenckomMy o0LLECTBY penpo-
nyKuum yenoseka n ambpuonorun (ESHRE),
KOTOPOE UrpaeT aHasorMyHylo pofb B pas-
paboTke 1 BHeapeHun obuieobasaTenbHbIX
CTaHOAPTOB U pekoMeHaaumin B M36paHHOMN
chepe pearenbHocTn. ASRM v ESHRE nog-
rOTOB/MIEH Psid, COBMECTHbIX PEeKOMeEHOALNM
MO MPUMEHEHUIO BCMOMOraTeibHbIX PENPO-
OYKTUBHbIX TEXHOJIOMMIM, B KOTOPbIX PacCMO-
TPEHbI, B TOM 4YK1Cie, BONPOCHI NPOBEAEHNS
ovoncuu Ans reHOMHOro UccnenoBaHus,
onpeaeneHns KOHKPETHbIX METOLOB U KPU-
TepueB AN MakCUManbHOM TOYHOCTU Aua-
FHOCTVKW, PeLleHns BONPOCca O XPaHEHUN U
MCMNOSIb30BAHUN TEHETUYECKON WHPOopMa-
umm [10, c. 78].

OkasaHue ycnyr no reHeTM4eckoMy KOH-
CY/IbTUPOBaHWIO SBASIETCSH OAHMM U3 0653a-
TeJIbHbIX YCNOBUA NpoBeaeHns noboro nuc-
cnenoBaHus, Kak oTMe4daeTcs B CT. 12 EBpo-
NEeMCcKoM KOHBEHLMIM MO NpaBam YesoBeka 1
ovomeguumHe ot 4 anpena 1997 r [11].
Bceobluasn aeknapaums o reHomMe YenioBeka
1 MpaBax YenoBeka COOAEPXKNT aHANOMMYHbIE
HOPMbI, YKa3blBas, 4To ftobas reHeTnyeckas
JunarHocTtuka TpebyeT afeKkBaTHOM OLEHKMN
CBSI3@HHbIX C HEM OMACHOCTEN, a TakXe BO3-
MOXHOCTM HE3aBUCMMOr0 KOHCY/bTUPOBa-
HUS NO pe3ynbTaTtam UccnegoBaHus oo npu-
HATUSA PELLeHns O AaNbHENLLIEM XO4€ fieye-
HUS1 COIMMacHO HauMOHasIbHBIM U MeXayHa-
POAHBLIM HOpPMaM MM PYKOBOASALLMM MPUH-
umnam. B uenom MoxHo BblAENNTb ABa KIto-
YeBbIX N0AX04a K MOHMMAHUIO MecTa 1 poaun
npogeccnn reHeTUYeckoro KOHCYJbTaHTa.
CornacHo nepBoMmy, npodeccust reHeTnye-
CKOro KOHCY/bTaHTa He MMeeT COBCTBEHHO-
ro obpasoBaTenbHOro craHaapTa, He npu-
3HaHa rocyaapcTBOM, OQHAKO OpraHM30Ba-
HO M CyLlecTBYEeT NpPodECCMOHaNbLHOE CO-
0o0LLECTBO /1L, OKa3bIBAKOLLMX COOTBET-
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CTBYIOLLME YCyrK, C OnpeaeneHnem ooLmx
aTUYeCcKnx TpeboBaHUN N NoKaNbHbIX CTaH-
napToB NpodeccnoHanbHoOM OeaTeNbHOCTH.
Tak, Hanpumep, KaHaackas accounaums re-
HeTmyeckoro KoHcynbtupoBaHus (CAGC)
00beaVHSET NKL, 0Ka3blBalOLLMX KOHCYbTa-
LIMOHHbIE YCNYrX B KIIMHWYECKOE FreHeTuKe 1
reHoMuke, a Takxke HeKJIMHMYECKUX nccne-
[OBaHUSAX M NPOMbILLNEHHOCTN. TpeboBaHus
K npodeccrmoHanbHbIM KOMMNETEeHUMAM Ta-
KUX JIUL, yCTaHaBINBAKOTCS HEMOCPEACTBEH-
Ho CAGC[12, c. 399]. CornacHO BTOpOMY
noaxony, AESATENbHOCTb MO FreHEeTUYECKOMY
KOHCYNLTMPOBAHUIO pernaMmeHTUpPyeTcs ro-
CyAapcTBOM TMOCPEACTBOM YCTaHOB/IEHUS
npodeccmnoHanbHbIX CTaHgapToB, 0653a-
TeNbHbIX K COB0AEHWIO, NPY 3TOM npodec-
CUOHasIbHBIM CO06LLECTBAM pa3peLlaeTcs
yyacTBOBaTb B pa3paboTke Takux cTaHaap-
TOB, ONPEAENSTb YCII0BUS U MOPAO0K CEPTU-
dukaumm cneumanmcTa, a Takke aTmyeckne
TpeboBaHUA K ero aesatenbHocTU. Ha ypos-
HEe pervoHasibHbIX MEXrocyaapCTBEHHbIX
00beanHEHN CyLLLECTBYET NpaKkTmka co3aa-
HUS  MEXroCyaapCTBEHHbIX npodeccmno-
HaNbHbIX 0O0bEeAMHEHNI FEHETUYECKUX KOH-
CYNLTAHTOB M CTaHAApPTU3aLMmn Nnpodeccro-
HaNbHOM OeATeNbHOCTU — Tak, B pamMKax eB-
ponenckoro coobLecTBa CyLLEeCTBYET NPoO-
deccroHanbHoe 00beAuHEeHMEe reHeTu4ye-
CKMX KOHcynbTaHToB (EBponeiickoe coob-
LEeCTBO BCMNOMOraTelbHOro MeOULMHCKOro
nepcoHana n KOHCYNbLTaHTOB B cepe reHe-
Tnkn — European Network of Genetic Nurses
and Counsellors), ytBepauBLiee cobCTBEH-
Hble aTn4eckme TpeboBaHusa N TpeboBaHMS K
KayecTBy OkasblBaeMbix ycnyr [13].

B coBOKynHOCTM aHann3 6a30BbIX PYKO-
BOOSALWMX MPUHLMMNOB, pa3pabaTbiBaeMbIX
npodecCcrnoHasnbHbIMMN 06begHEHUSAMM
CNeumanncToB MO FeHeTUKe Ha MexayHa-
POAHOM YpOBHE MO3BONSET caenaTb psaf,
3HAYMMBbIX BbIBOAOB, OMNpeaensiowme KOH-
LenTyasnbHble OCHOBLI MPOLLEcca caMopery-
JINPOBaAHNS FTEHOMHBbIX MCCnefoBaHui. Tak,
HeobxoaMMOo MMETb B BUAY, YTO caMopery-
nmpylowme OYHKUMKM Takux OpraHn3aumn
BKJIIOYAIOT B CEOS TPU COCTABASAOLLNX: MEX-
OYHapOOHYIO, MEXANCUNMAVHAPHYIO U BHY-
TpuBnaosyo. CamoperynmpoBaHue Ha Mex-
[yHapo4HOM YpOBHE npeanonaraeT paspa-
OOTKY 1 NMPUMEHEHME MEXAYHAPOLHbLIX NPO-
deccrmoHanbHO-aTMYeCKUX TpeboBaHun 1©
pekoMeHaauuii B pamkax Hay4yHo-uccneno-
BaTE/IbCKNX MPOEKTOB U KIINHUYECKUX WUC-
CcnefoBaHui, NOJAEPXMBAEMbIX — HaUMO-
HaNbHbIMU NPOdECCMOHaNbHbIMKU CO0bLLE-
CTBaMM reHeTUKOB MO0 3TUYECKUMU KOMU-
TeTaMu B UX CTPyKType. MexancuunnmHap-
HOe camMOperynnmpoBaHue BKJIOYAET B cebs
paspelleHne Ha HaLMOHalIbHOM YPOBHE B
pamMKkax npo@eccmoHanbLHOro coobLlecTsa

reHeTUKOB  MPOdECCUNOHANBHO-3TUYECKNX
BOMPOCOB, BO3HMKAIOLWLMX NPU MPUMEHEHUN
pe3ynbTaTtoB FEHOMHbIX UCCNenoBaHUl B
Opyrnx oTpacnax MeguuyviHbl U HE yperynu-
POBAHHbIX Ha YPOBHE BHYTPEHHErO Mnpasa.
HakoHeL,, BHYTPMBMOOBOE CaMOpPErynmpo-
BaHWe npeanonaraeT pas3paboTky 1 npume-
HeHne NpodeccroHanbHbIMM co0bLLEeCTBaA-
MW TEHETMKOB Ha HauWOHAJIbHOM YPOBHE
pykoBoAALIMX TpeboBaHWNN UM CTAaHAAPTOB,
PErynMpyloLLMX OTAENbHbIE BOMPOCHI, BO3-
HMKaloLLMe NPy OpraHn3aLmnv n npoBeaeHnmn
rEHOMHbIX UCCNEeAOBaHNA N HE CNOCOBHbIE
OblTb pPa3peLleHHbIMA C MOMOLLbI HaLMO-
HasbHOro npaea. [MPUMEHUTENBHO K MO-
cnefHeMy acrnekTy cregyeT obpaliaTb BHU-
MaHue Ha TO, YTO CTaHAAPThIPErYIMPOBAHNS
reHOMHbIX UCCNEeA0BAHUI HE ABNAIOTCS ean-
HbIMM, @ KaK Obl pacnpeaeneHsl No 61okam
BOMPOCOB, BO3HMKAIOLLMX MPY OpraHm3aumnm
M NPOBEAEHNN TEHOMHbIX UCCNEA0BaAHNN n
BbI3bIBAOLLMX NPU 3TOM Hambosiee ocTpble
Amnckyccum B npodeccroHanbHOM coobLLe-
CTBE TE€HETMKOB OTHOCUTENIbHO MNPUMEHU-
MbIX C 9TUKO-NMPOMECCUOHANBHON TOYKMN
3pEeHNs anropuTMOB NOBEAEHUS creumann-
cTa. Peyb npet o Takmx 610kax, kKak Hanpu-
Mep: MHPOpMaLMoHHOe obecneyeHne re-
HOMHbIX NCCNEAOBaHUN, FEHETUYECKOE KOH-
Cy/IbTUPOBaAHME, MNPUMEHEHNE TEHEeTUYe-
CKUX uccnepoBaHvin B cdepe Bcnomora-
TENbHbIX  PEnpPOAYKTMBHbIX  TEXHONOrMI
(NpeanMnaaHTaunoHHas reHetTnyeckas ouv-
arHoctuka). o aTon npuynHe npogeccmo-
HanbHO-3TU4Yeckmne TpeboBaHUsA MOryT pas-
pabaTbiBaTbCA HE TOJIbKO NpodeccnoHasb-
HbIMW COOOLLECTBAMM FEHETMKOB, HO N OT-
pacnesbiMy 06bEAMHEHUSMU B MeAMLNHE B
uenom (Hanpumep, npodecCnoHanbHbIMMU
0ObeaMHEHUSIMM CMeuuanncToB B cdepe
OHKOJIOMMK, BKJIKOHAIOLWMMU, B TOM YMCHE, U
MEANLIMHCKNX  KJIMHUYECKUX  TEeHETUKOB,
DENCTBYIOLWLMX B JaHHOW cdepe).

AHann3 mexayHapoaHbIX CTaH4apTOB B
4acTun, KacatloLencs OTAeNbHbIX acnekToB
opraHvsaummn 1 NPoBeAEHUS TEHOMHbIX UC-
CrnefoBaHuii, NO3BONSIET BbIAEANTL MPUOPU-
TeTHble 0611aCTU MNPUNOXEHUS BO3MOXHO-
cTer NpodeccnoHanbHOro caMmoperynmnpo-
BaHUs. Tak, camMoperyimpoBaHMe BONPOCOB
[ocTtyna K nHdopmMaumm 0 reHOMHBbIX UCCrie-
[OBaHUAX CO CTOPOHbI MPOGECCNOHANBHbIX
0OLLECTB FrEHETMKOB HA OCHOBE CYLLLECTBYIO-
LMX MEXAYyHapOOHbIX CTaHOAPTOB ABNAETCA
3ddEKTUBHLIM  CNOCOOOM  NPEeoAoNeHuns
MEXOTPACNEBbLIX KOJUIM3UA HOPMaTUBHOMN
pernameHTaumm nNpodeccuoHanbHOn aes-
TeNbHOCTU. AKTyasibHbIM $IBASETCS Takomn
noaxopf K paspaboTtke NpodecCcrMoHanbHOro
pPyKOBOACTBa, MNpU KOTOPOM NauveHTam
npepjiaraeTcsd CTaHOapTHbIN Habop npeno-
cTaBngemMon nHpopmMauum rno yMosiyHaHuio,
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KOTOpasi A0JKHA BKJOYATb KOHKPETHLIE ne-
peYHU reHeTnYeckm 0OyCOBIIEHHbIX OTKJIO-
HEHUA W XapakKTepucCTUK, YTBEPXOEHHble
npodeccmoHasnbHbIM COOOLLIECTBOM U ABNIS-
loLMecs NPUIoXKeHEM K goroeopy. Jpyras
BaxHas cdepa, B KOTOPOK BO3MOXHOCTU
camMoperynmpoBaHnUs FeHOMHbIX Wccneno-
BaHWN MMeT NpPUoOpPUTET Had, TPaOULIMOH-
HbIMM NPENMYLLLECTBAMM FOCYJaPCTBEHHOIO
perynMpoBaHusi, CBf3aHa C Oka3aHWeM yc-
JIYr MO reHeTU4EeCKOMY KOHCYIbTUPOBAHNIO,
NMOCKOJIbKY NPaBOBOW CTaTyC TakOBbIX Npen-
nonaraetT WX HeE3aBUCUMMOCTb OT rocygap-
CTBEHHbIX OPraHoB M KOMMep4Yeckux opra-
HMU3auUWiA, HEenocpeacTBEHHO MNPOBOAALLMX
reHOMHble (nabopaTopHbIe) UCCNeaOBaHUS.

Cpeau oTaenbHbIX rocyaapcTB 0COOEHHO
WHTEPECHbIN NPUMep coYeTaHus rocyaap-
CTBEHHOro BMeLlaTenbcTBa B cdepy opra-
HMU3aUUM 1 NPOoBeAeHNs TEHOMHbIX MUccne-
[OBaHUI 1 CaMOPEryIMPOBaHNS Ha YPOBHE
npodeccroHanbHbIXx COOBLLECTB creumanm-
CTOB MO reHeTuKe npeacrasnseT cobom lep-
MaHus. Hanbonblunii o6bemM 3akoHOOaTE b
HbIX OrPaHNYEHN B CTPaHe YCTaHOBMEH O/15
NpoBeOeHNss TeHeTUYECKUX WCCNeaoBaHuin
yesiloBeYeckoro 3amOpuoHa, ocyllecTBnse-
MbIX B pamMKax npMMeHeHus1 Bcriomoratesib-
HbIX PEMPOAYKTUBHBLIX TEXHONOIMMN. 3aKOH O
3awmTe aMOPUOHOB 3arnpeLwaeT reHeTuye-
CKuin 0TOOP dMOPUOHOB, Noasiexallumx UM-
nnaHTauum, No NPU3HaKky nona, 3a UCKJye-
HWEeM clly4yaeB, Korga Takon oTbop OCyLLecT-
BNSieTCS OJ151 BbISIBJIEHUS] MbILLEYHOMN AUC-
Tpodun [oweHHa nnu aHanorm4yHoro ce-
pPbE3HOro reHeTndyeckoro 3abosieBaHus,
cBA3aHHOro ¢ nosiom [14]. MNepeyeHb 3a60-
fieBaHnin, Ons BbISIBIEHUS U NPOdUNaKTUKN
KOTOPbIX MOXET NPOBOAUTLCS NPeauMIIaH-
TaunoHHas, a Takxke nobas apyras reHeTu-
yeckas AMarHoCcTuKa, O0JDKEH YyTBepXAaTb-
CSl KOMMETEHTHbIM rocy4apCcTBEHHbIM Opra-
HOM rnocrie 06CyXaeHns ¢ NPOPECCUOHANb-
HbIM COOOLLIECTBOM CMELNANINCTOB MO reHe-
TUKe.

Ona HopmaTMBHOI pernameHTaumn re-
HEeTUYEeCKNX UCCNea0BaHNN B LENOM MPUHAT
3aKkOH O TreHeTU4eCKOM TeCTUpPOBaHUN
(2009), koTopble onpenensieT, korga N Kak
MOXeT OblTb MPOBEAEHO FreHeTUYeckoe Te-
CTUpOBaHMe, Kak AoJfikHa obpabaTbiBaTbCA
nobasa cobpaHHas reHeTnyeckas nHbopma-
ums mn buomatepuan [15]. 3anpeuwaetcsa
OVNCKPUMMHALMS HA OCHOBE FeHEeTUYeCKUX
XapakTepucTuK BO Bcex chepax xunsHenes-
TENbHOCTU JIMYHOCTWU (BKMKOHYas TPYAOY-
CTPOWCTBO, y4acTMe B CTPaxOBbIX MPaBOOT-
HOLLEHMAX M Op.), @ PaBHO ANCKPUMMHALMSA
Ha OCHOBaAHWK OTKa3a OT y4acTusi B reHeTu-
yeckoMm nccnenosaHuun. lreHeTuyeckmne gaH-
Hble He MOTyT 3anpalumBaTbcs U 06pabdatbl-
BaTbCS B CUCTEME MEAMLIMHCKOro CTpaxoBa-

HWS, 0QHAaKO JOMYCTMM OOMEH COOTBETCTBY-
Iowen nHdopmMaumen npu okasaHum ycnyr
no MeguuMHCKOWM, couuanbHoM 1 npodec-
CUOHanbHOW peabunutaumm nNuL, ¢ OrpaHun-
YEHHbIMX BO3MOXHOCTAMU (MHBanNMOOB).
3aKkoH ycTaHaBnvBaeT o0LLee npasuio, Co-
rnacHO KOTOPOMY NPEAO0CTaBAEHME YCAYT MO
reHeTUYEeCKOMY KOHCYNbTUPOBAHUIO SBNIS-
eTcsl 0693aTeNlbHbIM YCIOBUEM MPOBEOEHNS
BCEX BUAOB reHEeTUYECKNX NCCNEAO0BaHUN, a
Takxke ykasblBaeT, Kak [A0JKHbl 0b6pabaThbl-
BaTbCS pe3yfbTaThl TECTOB U KakMMu Tpebo-
BaHNAMM 06ECcnevymBaeTcs UX KayecTBO U
[OCTOBEPHOCTb.

lfocypapCcTBEHHOE BMELLATENLCTBO B
chepy reHeTUYECKUX NCCnenoBaHnii CBA3a-
HO C BHeapeHneM 6a30BbIx rapaHTUin 3aLUm-
Tbl  KOHOUAEHUNANBHOCTU FEHETUYECKON
vHdopMaumn n onpeneneHnemM OCHOBOMO-
naraoLyx NpUHUMNOB OpraHmn3aumn 1 rnpo-
BeOEHNs TeHOMHbIX nccnegoBaHuin. OgHa-
KO, NPV BCEN CTPOroCTM rocygapCTBEHHOIO
HOPMAaTUBHOIO PErynmpoBaHus, npodeccu-
OHasNlbHOE COO6LECTBO CNeuuanncToB Mo
reHeTrKe TakKe 0Ka3blBaET CYLLLECTBEHHOIO
BANSIHWE HA Pa3BUTME OTPACN N PErNIaMEH-
Tauu NpodeccmMoHanbHON OeATENbHOCTN.
Ocob6eHHOCTM coYeTaHUs! rocyaapcTBEHHO-
ro BMeLwaTenbCTBa U CaMOPEryIMpoBaHnNs
OTYET/IMBO BUOHbI HA NpuUMepe TpeboBaHUs
K packpbITUiO MHOPMaLMK O FTEHOMHbIX UC-
cnepoBaHugx. Tak, GfH nosmnumoHmpyercs,
4YTO KOHOUAEHUNANBHOCTb AaHHbLIX O reHe-
TUYECKOM AmarHose n JoOpoBOSIbHOCTb UC-
NoJIb30BaHUS TeHEeTU4EeCKOr WMHGOpMaLnm
nomkHa ObITb obecnevyeHa HeOOXOANMbIMU
3aKkoHoAaTesNbHbIMK rapaHTuamm [16]. Kak
YaCTHbIM, TaK M FOCYAAPCTBEHHbIM YYpex-
NEeHUSM [0/MKHO ObiTh 3anpelleHo Tpebo-
BaTb MNPOBEAEHUS U NpeaoCTaBleHns pe-
3y/bTaToOB MPOrHOCTUYECKOrO FEHETUYECKO-
ro TECTUPOBAHNS UM OOCTyNa K yXe cyLie-
CTBYIOLLMM FeHEeTUYECKUM AaHHbIM B Kaye-
CTBe YCNoBUS AN NpeaoCcTaB/ieHns peanm-
3auumr onpeneneHHblx Npae 1 ceobop B Tpy-
[OBbIX, CTPAXOBbIX M MHbIX MPABOOTHOLLUEHN -
ax. B 1o xe Bpems, npodeccmoHanibHOE Co-
obulecTtBo GepeT Ha cebs pelleHne npo-
deccroHanbHO-3TU4eCKNUX npobnem, cBs-
3a@HHbIX C UCMNOSIb30BAHNEM TFEHETNYECKOWN
mHdopMaumn 0 CONyTCTBYIOLWMX Pe3dynbTa-
Tax nccnegoBaHusi, a Takxke BO3MOXHOCTU
npenocTaBAeHUs pe3ynbTaTtoB MUCCneaoBa-
HWIA POOCTBEHHMKAM B Clly4ae pucka pa3Bu-
TUS Y HUX HaCNeaCTBEHHbIX, FreHEeTUYecku
0o0ycnoBneHHbIx 3abonesaHuin. OTMevaeT-
CSl, 4TO NpeaocTaBieHNE HEOrPAHUYEHHOIO
[OCTyna K reHeTUYEeCKUM AaHHbIM BO3MOX-
HO TOJIbKO C MMCbMEHHOr 0 cornacus cyobek-
Ta NepcoHasibHbIX AAHHbLIX MOC/IE MOSHOro
packpbITUa MHbOpPMaLMM U 0CBOBOXAEHNS
OT 0093aTenbLCTB N0 06eCcneyveHnto CekpeT-
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HOCTW. McknoyeHns U3 aToro npaswuna Ka-
calTcsa cuTyauumia, Kkorga creuvanmctbl no
reHeTvke @OPMYINPYIOT COMYTCTBYIOLIME
BbIBOZbl O PUCKaXx 151 3A,0POBbs APYrUX Yne-
HOB CeMbM 1 UX NoToMKOB [17, ¢. 29].

Ewie 6bonee cTporuini nogxon, npegycma-
TpuBawLLMA OBLLIMPHOE TocydapCTBEHHOE
NPaBOBOE PEryMpoOBaHME OTHOLUEHUN B
cdhepe reHOMHbIX NCCneoBaHuin NnpeacTas-
nset cobon dnoHna [18]. 3aecb reHOMHbIe
nccnenoBaHMa OOMKHbI OTBeYaTb paay 6a-
30BbIX KPUTEPUEB, B MEPBYIO O4EPeb, A0JIXK-
Hbl ObITb HanpaBfieHbl HA BbIIBNEHME Hanu-
4Yns UM NPeapPacnosioXXeHHOCTU K pa3BUTUIO
TSXENIOro reHeTn4yeckn obycnoBREHHOro 3a-
6oneBaHunsl, NPMBOASALLEIO K 3HAYUTENbHbLIM
OrpaHuyeHnsM XnaHegesTenbHocTn. Ha-
3Ha4YeHne TreHOMHbIX WCC/ied0oBaHU Npu-
3HaeTcs 060CHOBAHHbLIM TOJIbKO B TOM CIy-
Yyae, ec/iM NpenmyLLecTBa TakOBbIX B KOH-
KPETHOM CUTyaLMKn NPEBLILLAIOT MJIOCHI MHbIX
BUOOB AMArHOCTUKM, N NONb3a UccnenoBa-
HUS B LEJIOM 3HA4YMTENIbHO BbIlLIE €ro BO3-
MOXHbIX HebnaronpusaTHbIX MNOCNencTBUi
DN opraHvM3aMa 4efioBeka unauv niaoga m no-
604HbIX 3ddeKToB. ViccnegoBaHus OOKHbI
OblTb 6€30MaCHbIMU A9 XU3HN N 300PO0BbS
TECTUPYEMOrO, NPOBOAUTLCS HA OCHOBAHUM
«[0CTATO4HOr0 YPOBHS Pa3BUTUS Hayku W
TexHonorum». Kak n B fepmanmn, B AnoHmnn
NPsIMO 3anpeLlaeTca OCYLLECTBIEHNE TEHe-
TUYECKNX TECTOB N UCCNEAOBaHNM reHoMa C
Lesbio UBMEHEHUSI TEHETUYECKOro koga ye-
nioBe4veckoro ambpuoHa, 6moncum nu Moam-
dukaumm 3apoabllLeBbIX KNETOK Ha cTaauu,
npu KOTOPOI OHW MOTyT pasBMBaTbCS B Ca-
MOCTOSATENbHbIA 4YENOBEYEeCKNI 3apoabiLl.
BmecTe ¢ Tem, AnoHckoe 06LEeCTBO reHeTu-
ku yenoseka (JSHG), cospaHHoe B 1955 roay
n 06beauHsAoLLEE CNeunanncToB B 061acTm
rEHOMHBbIX UCCNEeO0BAHNIN N TEHETUKN Ha 00~
OPOBOJILHOM OCHOBE, HAZle/IeHO PSAOM Bax-
HbIX YHKUMA, MPUCYLLMX Camoperynupye-
MbIM opraHusaumsam. Tak, JSHG paspaboTa-
Hbl NpodeccnoHanbHbIE PyKOBOACTBA MO re-
HETMYEeCKOMY TEeCTUPOBAHUIO N TeHeTunye-
CKOMY KOHCYJIbTUPOBaHUIO, 00s3aTesibHble
ONs NpUMeHeHnsa Bcemun ee dneHamun. JSHG
opraHu3oBaHa cuctema ceptudukaumm cne-
LManncToB NO KIIMHMYECKOW reHeTunke Yepes
yypexaeHHbI JaHHOM opraHn3aumen AnoH-
CKMI COBET NO MeAVUMHCKON reHeTuke[19].
CopepxaHne npogeccuoHanbHbIX PYyKO-
BOACTB OxBaTbiBaeT 0a30Bble 3TUYECKUe
NPUHLUMNbI FTEHOMHbIX UccnenoBaHuii [20].

B kayecTBe nonsipHOro npumepa covyeta-
HWS FOCYOAPCTBEHHOIO PEryIMpoBaHUSA U
camoperynmpoBaHmsa B cdepe TFeHOMHbIX
VNCCNeaoBaHNa HeNb3s HE OTMEeTUTb Benn-
KoGpuTaHuio, roe npodeccnoHanbHoe Co-
00LLECTBO M3HAYaANIbHO MNO3MLMOHMPOBA-
NIoCb Kak cyrybo 6narotBoputenbHasa opra-

HM3auus, NpuU3BaHHas okasblBaTb NOOAEPXK-
Ky cneumanmctam no reHeTnke U OpraHm3o-
BblBaTb MPOBEAEHME 3HAYMMbIX Hay4YHbIX
nccnepoBaHu B cepe reHeTukn U reHo-
Mnkun [21, c. 34]. 3akoHopaTenbcTtBo Coe-
AvHeHHoro KoponeBcTBa, kacatoleecs re-
HeTukun [22], ycTaHaBnMBaeT obLiue 3anpe-
Thbl MO KJIOHMPOBAHWIO YENTOBEKA M NMPOAYLIN-
POBaHWUIO TMBPUOHBLIX OPraHN3MOB, BblTEKA-
lowme n3 TpeboBaHnin 6a30BbIX MeEXAyHa-
POAHbLIX AOrOBOPOB M COrnalleHuin, B TOM
yucrne cnegyowme: 1) 3anpewaertcs Nnpoay-
LMpOBaTb M UMMIAHTMPOBAaTb B MOJIOCTb
MaTku rmdpuaHbiii 3MOPUOH, 3MOPUOH, He
ABNAIOWMACA 9MOPUOHOM YenoBeka, Wn
rameTbl, HEe ABNSIOLIMECS YEJIOBEYECKUMU;
2) He pa3pellaeTcs XpaHeHNE 1 UCMOJb30-
BaHMe 9MOpUOHa A1 SKCMEePUMEHTaNIbHbIX
uenen no ucredeHmm 14 gHem ¢ MOMeEHTa
co3naHus; 3) 6e3 paspellieHnst KOMMNeTeHT-
HOro opraHa He gonyckawTcs Kakume-nmbo
FEHETUYECKME W3MEHEHUS SLEKNETOK U
crnepmMaTo30u1a0B, 3anpeLlaeTcs NCNob30-
BaTb MCKYCCTBEHHO W3MEHEHHble KJeTKM
Ol OKa3aHus ycnyr no ornjio40TBOPEHNIO.
BpuTaHckoe 00LLEeCTBO reHeTUYECKON Me-
anuyHel (BSGM), ocHoBaHHoe B 1996 roay,
Kak y>e oTMevasiocb, MMEEeT NpaBOBOI CTa-
Tyc 61aroTBOPUTENILHOWM OpraHusaummn, 0ob-
eanHsilowern Ha [o0OpPOBOJIbHBLIX Havanax
CcrneunanncToB, 3aHMMaIOLLMXCA FeHEeTUKOM
1N rEHOMMUKOW B Ka4eCTBe KIIMHULMCTOB Un
Hay4HbIX paboTHMkoB [23]. OCHOBHOE CO-
nepxaHune peatenbHoctn BSGM cessaHo ¢
opraHmsaumein Hay4Ho-npencTaBUTENIbCKNX
MepPOonpUATUA, GUHAHCMPOBAHNEM HAY4YHO-
nccnenoBaTeNibCKUX NPOEKTOB, MPOBEAEHN -
€M KOHCynbTauui 1 06LLeCTBEHHON aKcnep-
TU3bl 3aKOHOMPOEKTOB, KacalLMXcs npe-
[OCTaBNIEHUS TEHETUYECKUX U TeHOMHBbIX
YCIYT, OLLEHKN 3TUYECKNX, MPaBOBbIX M COLN -
abHbIX MOCNEACTBUIA OOCTUXEHWA B 0bna-
CTU FreHeTuKn N reHomukn. BmecTte ¢ Tem,
006LLEeCTBO MMeET TakXe BO3MOXHOCTb BJIN-
ATb Ha coAepXaHue obs3aTesnbHbIX TPebo-
BaHWN K OpraHMsauum v NpOBEAEHUIO re-
HOMHBbIX UCCNeaoBaHNn, NoCcPeacTBOM pas-
paboTKM NPOEKTOB HOPMATUBHbIX MPABOBbIX
aKkTOB W CcoAepXaHus o06pa3oBaTesbHbIX
KYpCOB C nocfieaylowmmM npegoCcTaBeHNeEM
Matepuanos B MMHUCTEPCTBO 34 paBooxpa-
HeHnsa [24, c. 90]. CoBCTBEHHbIE OTYETHI O
npakTuke v 3assneHns BSGM cogepxart pe-
KOMeHAaTeNbHble Pa3bsiCHEHUS O NOPSAKe
NPUMEHEHUS OAaHHbIX 3aKOHOMOMOXEHN, a
Takxke KJIMHUYeckne pekoMeHaaumm no nH-
TepnpeTaumm pesyfnbTaToB  KOHKPETHOM
pPasHOBMOHOCTW AarHocTukm [25, c. 344].
Mo ntoram NnpoBeaeHHOr 0 UCCNeaoBaHus
MOXHO cAenaTtb BblBOA, O TOM, YTO MOAESb
ONTUMaNbHOrO  COOTHOLWIEHUsI  rocynap-
CTBEHHOrO PEeryampoBaHus U camoperynm-
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pOBaHUs MPaBOOTHOLLEHUI B CPEPE reHeTn-
YeCKUX NccnenoBaHuii MOXeT BblTb MOCTPO-
eHa Ha cnegyowmx 6a30BbiX MPUHLUMNAX:
BO-MePBbIX, MHPOPMUPOBAHHOIO Ccornacua
Ha NPOBEAEHNS FTEHETUYECKOrO nccnenoBa-
HUS 1 3aWMThl KOHOUOEHUMANBHOCTN CBEOE-
HWI, NOJIYYEHHbIX MO ero peayfnbratam; BO-
BTOPbIX, y4aCTUsS caMOperyanpyemMbix oobe-
OVHEHNI MeOMUMHCKNX FTEHETUKOB B paspa-
60TKe HaLMOHasbHbIX CTaHAAPTOB KayecTBa
MeOMUVHCKNX YCNYr B Chepe reHeTnYecKmx
nccnenoBaHuii, a Takke TpeboBaHUi K Me-
OVUVHCKMM OpraHm3aumsam n MeOULMHCKUM
paboTHMKaM, WX OKa3blBaKOLMM (BKJOYas
TpeboBaHnsa NPOPECCUOHANIbHON JTUKU -
3TUYEeCKMe KOLEKChI); B-TPeTbux, nerannsa-
LMW1 MPaBOBOIro cTaTyca nmua, okasbiBatoLle-
ro KOHCY/bTaUMOHHbIE YCITYrn B Chepe reHe-
TUYECKNX WUCCNEedOoBaHUM U B COMYTCTBYIO-
WX coepax, CBA3aHHbIE C OnpeneneHnemM
cTpaTermm nedeHns reHeTu4eckn obycnos-
JIEHHbIX 3a601eBaHMIN N NPUMEHEHNEM BCMO-
MOraTefibHbIX PenpoayKTUBHBIX TEXHONOMMMN
(reHeTn4YeCcKMx KOHCYNbLTAHTOB).

Vcxoas n3 aTux NpUHLMNOB CaMOperym-
pylowme dyHKUuMn NpodeccroHanbHbIX CO-
0OOLLLECTB TEHETMKOB [OO/MKHbI HAWTW CBOIO
NPakTU4eCKylo peanusaumio NpUMeHUTENb-
HO K TakuMm 6110kamM BOMPOCOB, Kak: onpeae-
JNleHue cogepXxaHus MHOGOPMNPOBAHHOIO CO-
rnacms Ha npoBeAeHWe WCCNnefoBaHus C
y4€TOM BO3MOXHOCTU WCMNOJIb30BaHUSA CO-
NYTCTBYIOLLMX Pe3ynbTaTtoB TecTa, a Takke
MHOOPMMPOBAHUS POACTBEHHMKOB MaLMEH-

Ta 0 ero reHeTM4eckomMm crtaTtyce; ycTaHoB/e-
HMEe NPOGECCUOHANBHO-3TUYECKMX Tpebo-
BaHWI K NMPOLLECCY reHEeTUYEeCKOro KOHCY/b-
TUPOBaHMA 00 M Noc/ie NPOBeAEHNs nccne-
[OBaHUS, a TakXe 3TUYECKUX MPUHLNMNOB U
npouenyp npeononeHnss KoHbInkTa MHTe-
PECOB BO B3aMMOOTHOLLIEHUSAX C KIIMEHTaMMU,
X POACTBEHHUKAMW U MHbIMU (TPETbUMM)
nMuamMmn; yyactme WaM  HenocpencTBEHHO
pa3paboTka obpa3oBaTefibHbIX CTaHOAPTOB,
nopsiaka ceptudukaumm, obyyeHus n nepe-
NOArOTOBKN CMNEUVanncToB MO FeHeTuke un
reHoMuKe C y4eToM KBanMdULMPOBaHHOIO
MHeHMs npodeccroHanbHOro cooblecTaa.
B 10O Xe Bpemsi, rocygapcTBeHHOe BMella-
TEeNbCTBO XN3HEHHO HE0OX0aMMO B 06nacTu:
CO30aHNs MPaBOBbIX UM OPraHN3aLMOHHbIX
rapaHTuin 3alnTbl KOHPUOEHLUMANBHOCTHU
MHdopMaUum 0 peaynbratax reHOMHbIX MC-
cnenoBaHUi B LIENSX NpeaoTBpaLLeHns amc-
KPUMMHALMN MO FEHEeTUYEeCcKoMy CTaTycy;
onpeneneHns 6a3oBbiX MPUHLINMOB OpPraHu-
3aumn uccneaooBaHUii B HacTu, KacaroLlencs
OCHOBaHWI UX NPOBEAEHMUS, NopsaKa Ha3Ha-
yeHus, TpeboBaHWM K KayecTBy 1 6e3onac-
HOCTU, a TakKXe BK/IIOYEHUs B Mporpammebl
00653aTeNbHOro MeauLUMHCKOro CTpaxoBa-
HUS; YCTAHOBJIEHUS TMPEOENOB W ClyyaeB
npoBeaeHns NpeanMniaHTauuoHHOM 1 npe-
HaTa/lbHOM TEHEeTUYEeCKOW [ONAarHoCTUKU C
y4eToM HeobXoOuMOCTM NpeaoTBpalleHus
co3aaHnsa 61aronpuaTHLIX YCNOBUN Ans eB-
reHnyeckoro otbopa, KJIOHUPOBAHUS Yeno-
BEeKa UM co3aaHuns rmépuaHbIX OpraHnN3MoB.
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BypueBA. K., BacunbeB C. A., OcaBeniok A. M., CyeoposTI. H., CapmaHaeB C. X.,
LnpokoeB A. 0., 3eHuH C. C.

COBEPLUEHCTBOBAHME HOPMATUBHOIO
NMPABOBOIO PErYJIUPOBAHMA B CBA3U

C PASBUTMEM OBLUECTBEHHbIX OTHOLUEHMM,
CBA3AHHbLIX C MEAULIUHCKMMMU TEHOMHBIMU
UCCNEAOBAHUIMNA'

Burtsev A. K., Vasilyev S. A., Osavelyuk A. M., Suvorov G. N., Sarmanayev S. H.,
Shirokov A. Y., Zenin S. S.

IMPROVEMENT OF STANDARD LEGAL REGULATION
DUE TO THE DEVELOPMENT OF THE PUBLIC
RELATIONS CONNECTED WITH MEDICAL GENOMIC
RESEARCHES

HacTosiuee ncecnenoBaHme rnocasiLeHo npobsiemam npaBoBoro 3akperie-
HUISI IPUMEHEHUSI FEHHOU MHXEHEPUN B MEANLIMHCKON AeSITe/IbHOCTH. B HacTo-
dLujee BpeMsi 3aKoOHOAAaTeIbCTBO M0 AaHHOMY NpeaMeTy pakTndeckm He ceop-
MUPOBAHO, rnpeacTaBssis cOO0OV TO/bKO camMble 6a30BbI€ MPUHLMMILI €€ OCY-
LjecTB/IeHWs. BMecTe ¢ TeM faxe B caMoM repBoOM rnpubnxeHnn CTaHOBUTCS
04YeBUAHONU HEOOX0AMMOCTb COBEPLLEHCTBOBAHUS MpaBOBO CUCTEMbI, KOTO-
pasi 4OJIKHa y4YUTbIBaTb BbI30Bbl COBPEMEHHOCTU Y BO3MOXHOCTU MEANLINHBI.
OTHOCUTENIbHO FeHHOU MHXEeHepun BeAyTCS OOLLUNPHbIE ANCKYCCUM, KacatoLLm-
ecs HefjornyCTUMOCTU KJIOHUPOBAaHWSI 4€/10BEKA, MCKYCCTBEHHOrO CO34aHus
HOBbIX JII0AEN, BO3AENCTBUS FTEHHOM Tepanuu Ha 6yayLumx nHanBuaoB. B aToui
CBSI31 HEOOX0AMMO [0rOJIHEHNE 3aKOHOAAaTesIbCTBa, Kak MUHUMYM, B 4acTu
KOHCTUTYLIMOHHO-PaBOBOIr0 PEryIMpoOBaHus, CEMENHOro, rpaxaaHcKkoro v
meanumHekoro npaea. OTAesIbHbIE KOHLUENTYaslbHbIE MPEa/IOXEHNST CHOPMY-
JIMPOBaHbl B HACTOSsILLIel paboTe.

KnioyeBbie cnoBa: reHHasi UHXeHepus; peaakTupoBaHNe reHoMa,; reHHasl
Tepanus,; AnarHocTuka reHoma; rnpaso Ha bmomarepuan; reHoOMHbIe UCCea0-
BaHusl; 3aKOHOAATEIbCTBO O FTEHOME; MEANLIMHCKOE Mpaso.

The real research is devoted to problems of legal fixing of application of ge-
netic engineering in medical activity. Now the legislation in this subject is actu-
ally not created, representing only the most basic principles of its implementa-
tion. At the same time even in the very first approach there is obvious a need of
improvement of a legal system which has to consider calls of the present and a
possibility of medicine. Rather genetic engineering the extensive discussions
concerning inadmissibility of cloning of the person, artificial creation of new
people, impact of gene therapy on future individuals are conducted. In this re-
gard addition of the legislation, at least, regarding constitutional and legal regu-
lation, the family, civiland medical law is necessary. Separate conceptual offers
are formulated in the real work.

Keywords: genetic engineering; editing genome; gene therapy; diagnos-
tics of a genome; right for biomaterial; genomic researches, legislation on a
genome; medical right.

BeepeHue HUI B COBPEMEHHOW MeOuUMHe SBASITCA
OOHVM 13 caMbiX MPOPbIBHbIX HANpPaBne-  TEXHONOrNMM AMArHOCTUKM U penakTupoBa-

" WcecnepoBaHue BbINOMHEHO Npu hMHAHCOBOW nopaepxke PODU B pamkax Hay4HOro npoekta N2 18-29-
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HMA reHoMa YyenoBeka. [puMeHeHne OaHHbIX
MEeTOANK C MPUHUMMNANBHON TOYKN 3peHus
OT/IMYaeTCsa OT TPaAULVNOHHOW MeOVLMHbI,
T.K. FeHHas Tepanus B 60NbLUMHCTBE C/ly4aeB
Bfie4yeT 3a cobol NCKYCCTBEHHOE BO34eWn-
cTBUeE Ha byayuime nokoneHus [1, c. 72], Tor-
0a Kak, Hanpumep, XMPyprus MMeeT 3Hade-
HVE B OCHOBHOM TOJIbKO AJ11 CAMOro onepu-
pyemoro.

Kak n3BecTHO, Hanm4me Tex U NHbIX OT-
HOLLUEHWIA B CTpaHax POMaHO-repMaHCKOM
CUCTEMbI MpaBa HEMUHYEMO OOJIKHO BJieYb
3a cobol NMpUHATME HOPMATUBHLIX MPaBO-
BbIX aKTOB, KOTOpble YycTaHaBnueanu Obl
onpefeneHHble paMKu AN HeJonyuweHus
CNopoB, 3N10ynoTpebnieHnii 1 npaBoHapy-
LLUEHWIA.

AHannM3 pOCCUINCKOrO HOPMAaTUBHOIO
NpaBOBOro PerynnpoBaHns NpMBOOMUT K Bbl-
BOAY O TOM, Y4TO AaHHas cdepa 0OLLLECTBEH-
HbIX OTHOLLUEHU NPAKTUYECKM HUKAK He ype-
rynnpoBaxa [2, ¢.76]B0O MHOFOM MOTOMY, 4TO
B Poccum noka He Tak MHOro npeTeH3uOoH-
HOWM NPaKTUKK MO AAHHOMY BOMPOCY, OAHAKO
M3MEHEHNS B 3TOI 4YacTu cneaoyeTt OoXmaaTb
B O6numxanwem 6yayuiem. OCHOBbIBasicb Ha
JaHHbIX Te3ucax, nocrapaemcs chopmynm-
poBaTb HEKOTOPbLIE NPEAJIOXKEHNS NO A0MNO-
HEHUMIO 3aKOHOAATEeNbLCTBA M MOA3aKOHHOIO
HOPMaTUBHOIO MPaBOBOro pPeryavMpoBaHus
B paccmaTtpusaemMomn cohepe.

1. KOHCTUTYUMOHHOE NpaBo

KOHCTUTYUMOHHOE NpaBo aBAseTcs GyH-
JaMeEHTaNIbHOM OTPac/bio 4519 BCEX OCTalb-
HblX, T.K. KoHcTUTyums Poccuinckon dene-
pauun oT 12 pekabpsa 1993 ropna npeacrae-
ngeT cobon nnaugapm Ans pasBuUTUS UHbIX
0OLLIECTBEHHbIX OTHOLLUEHMA B CaMbiX pas-
HbIX cdepax [3, c. 11]. Be3dycnoBHO, KOHCTU-
TYLMOHHO-MPaBOBOE PEeryimpoBaHne Hemno-
CpencTBEHHO He 00653aTeNbHO O0/MKHO B
cebe coaepxaTtb MOJIOXKEHWS, KacaloLmecs
ONarHoCTUKN U pefakTMpoOBaHUS reHoma
yenoseka. PakTM4eCkn B OTEYECTBEHHOM
aKTe BbICLLEN OPUANYECKON CUIIbI YXKE 3aN0-
>XE€Hbl OCHOBbI OJ19 OCYLLECTBJIEHNS TakKOW
[EeAaTenbHOCTU.

KnioueBoi HOpMOI, OrpaHn4nBatloLLEN
Kakoe-nmbo HeraTMBHOE BO3OENCTBME HA
yenoeeka, apngaetca cT. 2 KoHcTutyuum Poc-
cuiickon Pepepaunu, onpegensioLlas - ye-
JIOBEK, ero npasa 1 cBo60Abl ABNSOTCS BbIC-
WEeN LEHHOCTbIO. OTO 0O3HayaeT, 4TO npu
YCTaHOBMIEHMN MpaBua MPOBEAEHUS Auna-
FHOCTUKN N PEAAKTUPOBAHMA FreHOMa 4Yeno-
BEKA B MPUOPUTETE AO0SIKHbI ObITb MHTEPECHI
OTAENbHO B3ATOM  JIMYHOCTU. Y4uTbIBas
crneundurky paccMaTpnuBaemMoro MeamLmH-
CKOro BMeLLaTenbCTBa, BCE y4acTByOLME B
[aHHOM npouecce CyobekTbl AOMKHbI UMETb
B BMAY, K&K MHTepechl 60JIbHOr 0, Tak N XXN3Hb

OyayLmx NOKONEHMA, B OPraHn3mM KOTOPbIX
MOryT ObITb BHECEHBI USBMEHEHUS, MOPOWN HE-
npegHamepeHHo. B aToir 4actu ocobbii
cMbicn npuobpeTaeT NMpeambyna KoOHCTUTY-
umun Poccuiickoih @epepaummn, kotopasi BO3-
naraeTt Ha pOCCUSH OTBETCTBEHHOCTb 3a Oy-
ayuwiye nokonenus [4, c. 8]. JaHHasa HopMma,
KaK HM K KakoW MHOM cdhepe npaBoBOM XU3-
HU [5, c. 112] nmeeT HenocpeacTBEHHOE OT-
HOLLEHNE MMEHHO K pefaKTUpPOBaHUIO FreHO-
Ma yenoBeka.

Bonpocam HemnocpeacTBEHHOM OXpaHbl
3[00pOBbS M MNpaBa Ha MeguuMHckoe obe-
crieyeHme nocesuleHa cT. 41 gaHHOro Hop-
MaTKBHOIO NPABOBOIrO akTa, KoTopasi Takke
orpaHuynBaeT HeJOOPOCOBECTHbIX CyObek-
TOB Ha HEraTMBHOE BO3OENCTBME B OTHOLLE-
HUW rpaxaaH. B 3TOM KOHCTUTYLIMOHHOM MO-
JNIOXEHUMN AKTUYECKM BbIpaXaeTcs UeH-
HOCTb 340pOBbs yenoseka [6, ¢. 50], yTo
NOrM4ECKN NEPEXOAUT OT KOHCTUTYLIMOHHO-
ro B NJI0OCKOCTb MEeANLIMHCKOrO rnpasa.

2. MepguuuHckoe npaeo

MepvuyHckoe npaBo  npegnonaraeT
HOpPMaTUBHOE MNPaBOBOE BO3OENCTBME HA
BECbMa OrPaHNYEHHbIN Kpyr CyObeKTOB npa-
BOOTHOLWIEHUN — NAUMEHTOB, Bpa4ven, NHbIX
MeOVLMHCKMX PabOTHUKOB, YNOJIHOMOYEH-
HbIX OO/MKHOCTHLIX N1y, [7, ¢. 175]. MNpu aTOM
B CamMOM 0OOLLEM CMbIC/IE AMarHOCTUKaA U pe-
[aKTUpPOBaHME reHoMa BbIXOAUT Aaneko 3a
npenenbl pPerynmpoBaHns TOSIbKO AaHHOM
oTpacnblo nNpaea, T.K. npegnonaraet, B TOM
yncne HaydHble nccnenoBaHus, nabopaTop-
HO€E BO3OENCTBME HA FrEHOM, He nMpuHaase-
Xawmm yenoseky 1 T.4. B pamkax naHHoro
nccnepoBaHns Hac OypeT MHTepecoBaTb
NPUMEHEHNE TEHHOMN UHXEHEPUU TOJSIbKO B
MEeANLIMHCKUX LeNsx.

MO MHEHWMIO COBPEMEHHbIX aBTOPOB
y4eOHOW nnTepaTypbl, NOCBSLLEHHO Meaun-
LLMHCKOMY Npasy, OCHOBOMOaraLwmm Hop-
MaTVBHbLIM MPaBOBbLIM aKTOM, PEryampyto-
WMM NpegMeT AAaHHOM OTpacan BbICTyMaeT
denepanbHbli - 3aKkOH OoT 21  HOAOpPS
2011 ropaNe 323-$3 «O6 ocHoBax OXpaHbl
300poBbsi rpaxpaaH Poccuiickon depepa-
umm» [8, 9].YkasaHHbIN HOpMaTUBHbBI NPaBO-
BOM aKT COAEPXUT CKPOMHbIE NO3ULUK OT-
HOCUTENbHO pernaMmeHTaunm AMarHoCTuKn 1
penakTMpoBaHUA reHomMa YesioBeka, Oony-
ckasi BY. 3 CT. 34 oCcyLLEeCTBNEHVE Cneumanb-
HOM BbICOKOTEXHONOMMYHOWM MEOULUUHCKOMN
nOMOLUU, B TOMYUCHE, C UCMOJSIb30BAHUEM
LOOCTMDKEHUN TEHHOW WHXEHepuW, a Takxe
onpegensis MeguUVMHCKME OTXOObl, B TOM
yncne, «0TpaboTaHHble» FEHHO-UHXEHEePHO-
MOOANDULMPOBAHHbIE OpraHn3ambl B 4. 1
cT. 49 [10].

B.WN. Akonos, paccmartpuBas BeCbMa LIN-
POKO UCTOYHMKUN MEOUNLIMHCKOro npasa, ae-
JINT NX Ha ceMb BSTOKOB, B YNC1Ee NOCNEHErO
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OTMEYaEeT 3aKOHbI, perynmpyoLuime otaenb-
Hble BWAbl MEAMLMHCKOW OesaATeNbHOCTH,
cpeam KOTopbIX 3aKOHO4ATeNbCTBO O FeHHO-
VHXEHepHoM aeatenbHocTM [11, €.49].

dakTnyeckm Ha CerogHsAWHUN OeHb 3a-
KOHOOATeNbHbIMY akTaMn B 3TOW cdepe AB-
natca MenepanbHbli 3aKOH OT 23 UIOHS
2016 ropa N2 180-d3 «O 6MoOMENLINMHCKUX
KNeTouYHbIX NpoaykTax» [12]un depepanbHbiii
3aKoH oT 5 uions 1996 ropa N2 86-P3 «O ro-
CYOApPCTBEHHOM perynnpoBaHum B ob6nactu
reHHO-UHXEHepHON paeartensHocTu»  [13].
Mmea B Buay TO, YTO M3HAYaNbHO OAHHbLIV
3aKkOH He Obl B MOJIHOM Mepe OpPUEHTUPO-
BaH Ha perynnupoBaHue MeauLMHCKUX BO-
NnpOCOoB, MOCNeHss ero penakums Oblnas
cepeanHe 2016 ropa, a Takke C y4eToM
CTPEMUTENBHO pasBMBalOLLENCca Meauuu-
Hbl, HaAnNpaBfiEHHOW Ha AWArHOCTUKY U pe-
[aKkTUpoOBaHME reHoMa 4enoBeka, MOXHO
CMPOrHO3MpoOBaTb CKOPblE W3MEHEeHUs B
OaHHbIA HOPMaTMBHbI NPaBOBOM akT MNpwu
TOM, YTO B CBOUX OBLLMX NONOXEHUAX OH Ta-
KYI0 BOBMOXHOCTb Y4UThLIBAET, @ MHOTME Me-
OVUMHCKME OpraHM3auuy roToBbl MNpuMe-
HATb Ha MPaKkTMKe COBPEMEHHbIE MEeTOAMKN
OVNarHOCTUKM U penakTMpoBaHUs reHoma
yenoBeka.

B wacTtHoCTM, HEOOXOAMMO HayMHaTb C
onpeneneHni NOHATUN, NPUMEHNMbIX B Me-
OVULUNHCKOM [eaTenbHOCTU, CBA3aHHOM C
NPYMEHEHNEM TFEeHHOM WHXeHepuun, ornpe-
0enaTb npenenbl OCYLEeCTBAEHUS OaHHOM
nesatenbHoctn. C Hawen TOYKU 3pPeHUs
YCTAHOBJIEHHbIX HA CErofHsLWHUA OeHb
NMPUHUWIMOB, KacatoLUXCs NPUMEHEHUs re-
HOMHBbIX TEXHOJIOMMIA TONBKO B LENSAX Jleyve-
HUS HEOOCTaTO4YHO. Tak, B HAcTosLLee Bpe-
Msl pas3MblBaeTCs MNOHMMaHuUe OO0Ne3Hu u
YOOBNETBOPEHUS CBOWX MOTPebHocTeln u
daHTazmn[14]. Hanpumep, poautenn He-
300pOBOro pebeHka MOryT XoTeTb, 4TOObI
NOMUMO M3NevyeHns Henyra pebeHoK BMo-
CNeacTBUU UMES BbICOKMI POCT. JaHHOoE pe-
LweHne npuHumaeTca 6e3 Bonu pebeHka u
He B ero HTepecax, a B Nofb3y Tex NuL, KTo
MOXEeT 3Toro nobueatbes. MpaBo O0MKHO
HaBECTM B 3TOW YacTu NopsaokK, onpeaenms
rpaHunLbl FEHOMHOWM Tepanunu.

3. MNpaxpaaHckoe npaBo

OueBnaHoO, B 4aHHOM cPepe MOryT BO3HUK-
HYTb NPO6GIEMbI, CBSI3aHHbIE C MpaBamu cob-
CTBEHHOCTU U MHLIMWU BELWHLIMU 1 HEMATEPU-
aNbHbLIMW NPaBamMy B OTHOLLIEHWM BromaTepu-
anoB, cogepxaumx B cebe reHombl. 1o MHe-
HUIO MHOTUX UccnenoBaTtesiell, reHHas nuHxe-
Hepus B NpUHUMNeE TamT B cebe 60sbLLIOoEe KO-
4eCTBO MOTEHUMANIbHOrO HapyLLUEeHUs1 aTu4de-
ckux Hopm [15, c. 84-89; 16, c. 149-152]. B
3TOM CBSA3N NPEACTaBAsSeTCa HeobXoaUMbIM
aKkTyannanposaTtb paboTy B 4aCTW yCTaHOB/E-
HUS IOPUONYECKON OTBETCTBEHHOCTW 3a Hapy-

WeHnst B 0651aCTU FrEHHO-UHXEHEPHO Meau-
LMHCKON AeATeNbHOCTMU.

B Poccumn paBHo obcyxaatotca npobne-
Mbl BpayebHbix owmbok [17; 18; 19]. Mpu-
MEHUTENbHO K ANarHOCTUKE N peaakTupo-
BaHMIO reHoMa 4YenoBeka BMOJsIHE O0MNYyCTU-
Mbl 1 nabopaTopHble OLINOKN Takke NOTEH-
uManbHO CNOCOOHbIE MPUBECTUMK HeraTuB-
HbIM nocneacTeuaM. K Tomy Xe B AaHHOMN
061aCTM BbICOKOTEXHONIOMMYHOW MeanLMH-
CKOWM 0eaTenbHOCTM Bpay 04YeHb CUJTbHO 3a-
BUCUT OT T€X UCCNEeA0BaHUN, KOTOPbIE NPO-
BOAOATCS O€3 ero yyacTtus.

Kak y>xxe ynoMnHanoch BbILLE, C FPaxXaaH-
CKO-MPaBOBO TOYKM 3PEHUS, aKkTyanbHbIMK
npeacTaBnaioTCa npaea Ha GuomaTtepuansl 1
camu reHoMbl. Hanprmep, HackosbKo NpaBo-
MEPHO MCMONb30BaTb B 9KCNEPUMEHTaSIbHbIX
nccnenoBaHusax ToT Guomartepuan, KoTopbin
Obl1 MONYYeH B XO4Ee OCYLLECTBIEHUS WUHOW
OMarHoCTUYECKON N TepaneBTMYeCcKkon aes-
TenbHocTu. Bmecte ¢ Tem B PoccumnocTte-
neHHo dopmupyioTca GuobaHkn € Takumm
maTtepuanamu [20, c. 761-771; 21, c. 3-68].
lMocne neyeHns 4YenoBeka rUMNOTETUYECKU
BO3MOXHa CUTyauusl, Mpy KOTOPOW OH CTaHeT
obnanatb KakKMMm-Nnbo yHMKaNbHbIMU CBOW-
CTBaMM, KOTOpbIe OblN NPUCYLLIM TONBKO [0-
Hopy. MNocnegHero onnucaHHas cuTyaums Mo-
XET BO3MYTUTb UM INLWNTL NPUBbLIN 3a CYET
peanusaumm ero yHukanbHocTh. OcyulecT-
BJIEHNE B 9TOM CBA3M NPETEH3VOHHOM UM CY-
nebHoW eaTeNbHOCTN NPOCTO He NpPenyCcMo-
TPEHO AENCTBYIOLLMM 3aKOHOAATENBCTBOM.

J1o cux nop B COBPEMEHHOW POCCUINCKON
NOKTPUHE BedeTcs Crnop OTHOCUTESIbHO
Jaxe Takoro BOMpoca, cyMTaTb 3MOPUOH
cybbekToM unm 06bekTom Npaeaf22, c. 153-
157; 283]. YunteiBasg cneundumky aHHOrO BO-
npoca, BCe Xe NpUXoauTcs KOHCTAaTMPOBaTb
OTOANIEHHOCTb peLleHus nNpobsemM 3aKoHO-
[ATeNbHOro  3akpenieHus  NpaBOMOYUMA
rpaxaaH OTHOCUTENIbHO UX FeHOMOB U CO-
nepxatiumx nx buomatepuranos.

CornacHo 4. 3 cT. 212 NpaxxaaHCcKoro Ko-
nekca Poccuiickoit @epepaumm ot 30 HoA-
6ps 1994 ropa N2 51-d3 ocobeHHOCTU Npu-
obpeTeHnss U npekpalleHns npasa Cob-
CTBEHHOCTW Ha OTAeSIbHble 0ObLEKTbI MOryT
perynmpoBaTtbCs 3aKOHOOATeNIbHbIMU aKTa-
Mun. Ha ocHoBaHuM 4. 1 cT. 213 aT0rO Xe noo-
KymMeHTa B COOCTBEHHOCTU PUIUYECKUX U
IOPUOMYECKNX NINL, MOXET HaxoAMTbCs Jo-
60€e MMYLLLECTBO, EC/IN 3TO AOMNyCKaeT 3aKOH
[24]. OencTeylowee Ha CErOOHALLHNA OEHb
3aKoHoAaTesNbHOe perynMpoBaHne He ycTa-
HaBIMBAET HMKaAKMX cheuvanbHbiX TpeboBa-
HUIA K reHoMaM n buomartepuanam, B KOTO-
pbIX OHWU coaepXaTcs, cnenoBaTefibHO, Nio-
6as opraHmnsaums u gaxe Guanyeckoe nmuo
MOXeT cBO6OAHO cobupaTb AaHHOE UMYLLE-
CTBO Ha NtoObIX OCHOBaHMSX, NpMobpeTas Ha
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Hero npaBo COOCTBEHHOCTW, W WCMOSb30-
BaTb €ro B JIOObIX LLENsX.

OrpaHunyeHns ans Takoro poaa aestesb-
HOCTM COLEPXATCHA B 3aKOHOOATENbLCTBE O
NnepcoHasnbHbIX AaHHbIX rpaxgaH [25], T.K.
aHanmabl HK (xoTb n He cama JHK) oTHO-
CUTCS K NEPCOHAsbHbIM AaHHbIM [26]. OgHa-
Ko depepanbHblii 3aKOH OT 27 wuong
2006 roga N2 152-d3 «O nepcoHasbHbIX
OaHHbIX» 3awWmaeT nHdopmaumio, cogep-
Xallyiocs B mmylectse [25], HO He camo
nMmyLecTso. Hanpumep, ecnn o6 uMmeto-
wemcsa buomarepmane M3BECTHO, YTO OH
NpPOCTO MpuHagnexan 340pOBOMY 4esnoBe-
Ky, 63 nepcoHuduKauMm nocnegHero, To
MM MOXHO CBOOOHO pacnopsxatbcs Ntobo-
My cyObekTy. B aToM cBA3M Ana cobnioaeHns
3TUYECKUX N Opyrmux TpeboBaHuin NpeacTaB-
nseTca LenecoobpasHbiM ONpenennTsb B 3a-
KOHOOATEeNbCTBE MPABOBOM PEXMM TaKoro
cneunduryeckoro mmyuiectea. Kak MuHUM-
MyM, HEOBX0AMMO B 06sA3aTeNlbHOM Nopsia-
K€ YCTaHOBUTb paspeLunTesibHbli NopsaoK
Ha ucCnofb3oBaHWe 6GuomaTepuanoB TOro
nnMua, KOTOPOMY OHUM MpUHAaZexanu, gaxe
€CN1 Takoe MCMoJIb30BaHME MaHUPyeTCs
ropasno no3aHee UM BoBce He ByaeT pea-
nmn3oBaHo. To ecTb, Npu 3abope bruomartepu-
anoB, COAEPXALLMX FeHETUYECKYI0 MHDOP-
Maumio, C LIENbIo XPaHEHWS 1 MOcneayioLLe-
ro MCMnosnb30BaHWS crieayeT nosyyaTb CO-
rnacue Ha aTo oT goHopa. Mpu 3ToM Henb3s
MCK/loYaTb BO3ME3[HOE MpeaoCTaBfeHne
paccMaTpMBaeMOro MMyLLLECTBaA.

B HacTosllee BpemMs Takme OTHOLLEHUS
yperynmpoBaHbl TOJIbkO B 06s1acTn AOHOP-
CTBa KPoBW [27] n TpaHCNNaHTONOrMn opra-
HOB W TKaHen[28], xoTa nocnegHee OcCy-
LEeCTBNAETCS B CTPOr0O 04epUYEeHHbIX 3aKOHO-
[aTenbLCTBOM Nnpefenax, 3a HapyLleHne Ko-
TOPbIX YCTAHOBJIEHA YrOSIOBHAst OTBETCTBEH-
HOCTb [29]. BmecTe c¢ Tem HeobOxogumble
reHOMHbIe JaHHble MOryT coaepXaTbCcs U B
VHbIX 3/IEMEHTax opraHmama 4yenioBeka.

4. CemeiiHoe npaBo

Oco0blii MHTEpeC NpeacTaBnAsiOT CBS-
3aHHble C paccMaTpuBaemMoi npobnemMaTun-
KOW CEMENHO-NPaBOBblE HOPMbI. Tak, CO-

rnacHo cT. 139 CemeliHoro kopekca Poc-
cuiickon dPepepaumn o1 29 pgekabps
1995 ropaN? 223-D3 cTporo oxpaHsieTcs
TaHa ycbiHoBneHua [30]. OyeBmgHoO, aTa
npo6nemMa Bbl3BaHa BbIHYXAEHHbIM (HaKTOM
yyacTus B CEMENHON XN3HW APYrnX NI0OEN,
4YTO 3aTparnBaeT HEeKOTOpPble MopasibHble
acnekTbl. [eHHas Tepanus ecnu He Bcerga
npegnonaraeTt yd4actme Opyroro 4esioBeka,
TO, Kak MUHMMYM, KacaeTcsl TpaHchopma-
UMX CYLWECTBYOLWEro Gpu3n4eckoro opra-
HM3Ma, 4To OyaeT ero oTanyaTb OT pofa-
CTBEHHWKOB U O/IN3KKX.

C Hawel To4YKM 3peHnst, AaHHbIM BONPOC
Takke A0/MKEeH HalTU CBOe OTpaxeHue B
OENCTBYIOLLLEM 3aKOHOA4ATENLCTBE AJ1K TOro,
4TOObI 3aWMTUTL CEMElIHbIE NHTEpPeChl. He-
06x0QMMO NPenycMOTPEeTb NMOMUMO TalHbI
YCbIHOBMEHUS, TalHy peaakTUPOBaHUSA re-
HOMa YesioBeKa, Kak 1 TalHy MCKYCCTBEHHO-
ro OonaoAO0TBOPEHMS C MNOCnenywLlwym ra-
pPaHTUPOBAHMEM YKa3aHHbIX MPUHUWMNOB B
obecneymBaoLIEM HOPMATMBHOM MpPaBO-
BOM perynmpoBaHuun.

3aknoyeHue

PasBuTne coBpeMeHHon MeanumHbl TanT
B cebe mnoTeHuman CyLIeCTBEHHOIM TpaHC-
dopmaumm 6onbLLOro 6510ka 06LLECTBEHHbIX
OTHOLWEeHW. Kasanocb Obl, NpuUHaanexa-
LMe TONbKO OAHON cdepe 0OLEeCTBEeHHbIX
OTHOLLIEHWNIA AMarHocTuka W pegakTuposa-
HMe reHomMa 4esioBeka Mnpu KX akKTUBHOM
npumeHeHun B Poccum B 0683aTenibHOM Mno-
psiake NoBnekyT TpaHchOopMaLunio OeNCTByY-
IOLLLEr0 HOPMAaTUBHOIO MPaBOBOr0 peryam-
POBaHWS, KAK MUHUMYM, B YETbIPEX PACCMO-
TPEHHbIX Bbllle oTpacnsax npasa. C Hawen
TOYKWM 3pEHMS, yKe cenvac HeobxoamMmo Ha-
YnHaTb paboTy B 3TOWN cdepe, NPOBOAUTL
COBMECTHbIE COBeLLaHus Bpayei, nabopa-
TOPHbIX PabOTHUKOB, YMHOBHWKOB W OPU-
CTOB C TeM, 4TOObI GOPMMPOBATHL NIAHOBOE
M3MeHeHne, a To4Hee — O0NoJIHeHMe 3ako-
HOOaTenbCTBa M NOA3AKOHHOIO MPaBOBOrO
perynnpoBaHus Bo nsbexaHue KIoHMpoBa-
HUS CYLLLECTBYIOLLMX 1 CO30AHUS HOBbIX «HE-
JONoaeNn» C NMOMOLLBIO COBPEMEHHbIX TEX-
HONOIUA.
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Bapnen M. B., Mawkosa K. B., 3eHuH C. C., Bapuuy A. J1., Cysopos . H.

NMPOBJIEMbI ONPEAEJIEHUA NPEAENOB

FOCYAAPCTBEHHOIO BMELWLATEJILCTBA B COEPY

OPrAHM3ALIMM U NPOBEAEHUA TEHOMHBIX
UCCJIEAOBAHMUM C YYETOM NMPAKTUYECKMX
U OYHKLMUOHAJNBHLIX 3HAYEHUMA
CAMOPErYJIMPOBAHMUSA CO CTOPOHDI
NMPODECCUOHAJIBHOIO COOBLUECTBA'

Varlen M. V., Mashkova K. V., Zenin S. S., Bartsits H. L., Suvorov G. N.

THE PROBLEMS OF DETERMINING THE LIMITS

OF STATE INTERVENTION IN THE ORGANIZATION
AND CONDUCT OF GENOMIC RESEARCH, TAKING
INTO ACCOUNTPRACTICAL AND FUNCTIONAL
VALUES OF SELF-REGULATIONFROM THE
PROFESSIONAL COMMUNITY

CoaepxaHne KOMIJIEKCHOE CPaBHUTEIbHO-NPaBOBOE MCC/iea0BaHne, Ha-
npaB/IEHHOE Ha OLIEHKY CUCTEMbI HOPMATUBHOM PeriiaMeHTaumm rnpogdeccmo-
HasIbHOVI AESTE/IbHOCTU CreumnaaycToB MO reHETUKE Y reHOMUKE C Yy4EeTOM
HOpM ripaBa v TpeboBaHWiA, NPOAYLNPYEMbIX HA YPOBHE MPOpHEeCcCCUOHalIbHbIX
coobuecTB. ABTOP NMPUXOANT K BbIBOAY O TOM, YTO CaMOPErynpyrLme QyHkK-
Ui NpogeccuoHasbHbIX CO0OLLECTB A0IKHbI HAXOANTb CBOK MPaKTUHECKYHO
peanusaunio NPUMEeHNTEIbHO K TakuMm 610kaM BOIMPOCOB, Kak: orpeneneHue
coaepxxaHns MHGHOPMUPOBAHHOIrO COrnacusi Ha rNPOoBEAEHNE VUCCAEeA0BaHMS,
yCTaHOBJIEHME MPOGHECCUOHAIbHO-3TUYECKUX TPEeboBaHWV K rpoLeccy reHe-
TUHYECKOro KOHCYJ/IbTUPOBaHWs, pa3paboTka obpa3oBatesibHbiX CTaHAapToB,
nopsiaka ceptugukaLmm, o0y4eHVs 1 nepernoaroToBKU CreLmaancToB o re-
HEeTuKe  reHoMuKe. B To Xe BpeMsi, rocyaapCTBeHHOEe BMeLLaTeIbCTBO HEOD-
xoammo B 06/1aCT cO34aHMS MPaBOBbIX Y OPraHN3aLNOHHbIX rapaHTyi 3aLum-
Tbl KOHPUAEHUNAIBLHOCTU MHGOPMaLnn O Pe3ysibTatax UCCAeA0BaHWI, ornpe-
ZeneHusi 6a30BbiX MPUHLNIOB MX OpraHn3aLmmy B 4acTu, KacarLLericss OCHOBa-
HU, nopsifgka Ha3Ha4eHusi, TpeboBaHWi K Ka4ecTBy n 6e30nacHOCTH, yCTaHOB-
JIEHUST MPEeAesIoB U CJyHaeB MpPOBEAEHUs MPeaANMITIaHTaLUNOHHON 1 rpeHa-
TasIbHOVi FEHETUYECKOU ANarHOCTUKU.

KnioyeBbie cnoBa: reHeTvika, reHoMuKa, caMoperyimpoBaHue, rocyaap-
CTBEHHOE BMeLLAaTeIbCTBO, NPeaesibl, MPopeccruoHarbHoe cCoo0LLeCcTBO.

The content of the article is a comprehensive comparative legal study aimed
at assessing the system of normative regulation of professional activities of
specialists in genetics and genomics, taking into account the norms of law and
requirements produced at the level of professional communities. The author
comes to the conclusion that the self-regulatory functions of professional com-
munities should find their practical implementation in relation to such blocks of
issues as: determining the content of informed consent for conducting a study,
establishing professional ethical requirements for the process of genetic coun-
seling, developing educational standards, certification procedures, training

" MiccnenoBaHme BbIMOMHEHO NpU GUHAHCOBON nopaepxke Poccuiickoro donga GpyHaaMeHTanbHbLIX Uccne-
nosaHuii (PODU) B pamkax Hay4yHoro npoekta N2 18-29-14058
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and retraining of specialists in genetics and genomics. At the same time, gov-
ernment intervention is necessary in the field of creating legal and organiza-
tional guarantees for protecting the confidentiality of information about re-
search results, defining the basic principles of their organization in terms of
grounds, order of appointment, quality and safety requirements, setting limits
and cases of pre-implantation and prenatal genetic diagnosis.

Keywords: genetics, genomics, self-regulation, state intervention, limits,

professional community.

Mpoes camoperynmpoBaHua npeanonara-
€T CylleCcTBOBaHME NpodeCcCMOHaNbHON
rpynnbl, OCYLLECTBASIOWE MO cornacoBa-
HWIO C opraHamMu rocyfaapCTBEHHOW BnacTu
pernamMeHTaumio 4eaTeNlbHOCTbIO ee YIEHOB
nocpeacTBOM YCTAHOBAEHUS MNpPodeccmno-
HaNbHbIX CTaHOAPTOB, pPa3paboTku aTUYe-
CKMX TpebOoBaHMI, BblAAYN U @aHHYIMPOBaHMS
pas3peLUeHunii Ha NPaBo OCYLLECTBAEHNS MPO-
deccunoHanbHoM pesartensHoctn [1, c. 3].
CnepnyeT obpaliaTb BHUMaHME HA pasnmyuns
Mexay npodeccrnoHanbHbiMM 06beaHEHN-
MK, cO34aBaeMbiMM OJ11 COBMECTHONM pea-
AnM3aumm 1 3awmnTbl NpaB CneuvanncTos, 1
npodeccrnoHanbHbIMU 06beaUHEHNSMU, 0O-
NagalnwmMMmn  perynmpylowmmm GyHKUNSMm
(camoperynupyembiMu opraHm3auysimun).

Tak, npodeccrnoHanbHble camMmoperynm-
pyemble opraHmaaumm o6s3aHbl N0 3aKOHY
3awmuwaTe M nNpoapuratb OB6LECTBEHHbIE
MHTEPECHl NyTEM OMpeneneHnss OCHOBOMO-
naratpoLwmx npasun NnpodeccruoHanbHON ge-
aTenbHocTU. OHM onpenensioT Kputepum
ons pernctpauum mn ceptudukaunm, obe-
crneymnBaroT NOArOTOBKY PYKOBOACTB B dop-
Me KOOEKCOB 3TWKW, nmpaBui npodeccmo-
HaNIbHOro NOBEAEHNS U CTaHAAPTOB NPaKTUN-
K1, BedyT OTKPbITbIA PeecTp, KOTOpbIA COo-
oepxunt unHdbopmaumio 0 cneuuanucrax,
paccMaTtpuBatoT Xanobbl Ha AeACTBUS yne-
HOB OpraHn3auny 1 NPUMEHSIIOT K HUM Mepbl
avcuynnnHapHoro Bo3aencTteus. «OObly-
Hble» npodeccuoHanbHble 00beaeHus, C
OpYyron CTOPOHBbI, HE pacnonaralT BO3MOX-
HOCTSIMM MO pas3paboTke U MNPUMEHEHUIO
obuieobazaTenbHbIX TPe6oBaHMIN B OTHOLLE-
HUM cBOMX 4neHoB. OHM cospaloTcs ansg
TOro, 4Tobbl CNYXWUTb MHTEpecam npodec-
CUOHanbHOro coobLlecTBa: NpPeaoCcTaBnsATbh
BO3MOXHOCTU /11 HanaXuBaHWUS CBS3EW,
nyéAMkoBatb  3HAYMMYy0  MHGOpPMaLMIo,
NPOBOANTbL HAyYHbIE MCCNenOoBaHUs, opra-
HMW30BbIBaTb KOH(EPEHLMN, CEMUHAPbLI U
paboyne CoOBeLlaHus, OKa3biBaTb COAEWN-
CTBWE B TPYAOYCTPOMCTBE U T.M.

B cOBpEMEHHbIX YCNOBUSIX 0151 pELLEHNS
BOMPOCa O BO3MOXHOCTWN Nnepenayn Kakmx-
nmMbo BOMPOCOB OpraHvsauum n nposene-
HWSI FTEHOMHbIX UCCNEeL0BaHMI Ha OTKYM NPO-
deccrmoHanbHbIM coobliecTBaM C Hagene-
HMEM UnX QYHKUMAMW CaMOpPErympyemMblx
opraHusauuii, BaxHO, B MepBYIOD O4epenpb,
onpenennuTb cTeneHb HeobxoauMOoro rocy-

JAPCTBEHHOrO0 BMeLIATENbCTBA B [OAHHbIE
OTHOLLIEHMS C y4eTOM NoTpebHocTeln B 0be-
cnevyeHnn 1 3awmTe 6a30BbIX NPaB W 3aKOH-
HbIX WHTEPECOB JMYHOCTWU. BbinonHeHne
9TOl 33424 HEBO3MOXHO 6e3 nNpoBeaeHns
KOMMIEKCHbIX CPABHUTENIbHO-MNPaBOBbIX UC-
CnegoBaHuii, CONMPOBOXOAIOLLNXCS OLEHKOM
CUCTEMbl HOPMATMBHOM pernameHTaumm
npodeccmnoHanbHON AeaTeNbHOCTU Cneun-
ANNCTOB MO FEHETMKE U FEHOMUKE, BK/OYA-
lowel B cebs kak HOPMbl FOCY4apCTBEHHOMO
npaea, Tak 1 TpeboBaHus, NPoayLMPYEMbIE
Ha ypoBHe NpodeccroHabHbIX COOOLLECTB.

Oco6eHHO MHTEePECH I NpUMep coyeTa-
HUS TOCYAapCTBEHHOro BMeELLATENbCTBA B
chepy opraHmsaumm 1 NPOBEOEHNA FrEHOM-
HbIX MCCNenoBaHU U CaMOPEryIMpoBaHnNS
Ha ypOBHe NPodeCCUOHasbHbIX COOOLLECTB
CcneumanncToB Mo reHeTuke npencraBnsieT
cobown lepmaHua. Hanbonbwimin o6bem 3a-
KOHOOATENbHbIX OrpaHNYeHNn B CTpaHe
YCT@HOBMEH ANF NPOBEAEHNS FrEHETUYECKNX
nccnenoBaHniA YenoBeyveckoro amMOpuoHa,
OCYLLECTB/ISIEMbIX B paMkax MNpUMeHeHns
BCMOMOraTeibHbIX PENnPOAYKTUBHbLIX TEXHO-
NOrni. 3aKoH O 3almTe aMOPMOHOB 3anpe-
LAEeT reHeTUYecknin oTbop 3MOPUOHOB,
noanexaiwimx MMnaaHtTaumm, no npuaHaky
nona, 3a UCKJIYEHNEM Cly4aeB, korga Ta-
KoV 0TOOpP OCYLLECTBASETCS AJ151 BbISIBIEHUS
MblLe4yHOn Anctpodum [oweHHa nnv aHa-
JNIOTMYHOIrO0 CEePbE3HOro reHeTMYeCcKoro 3a-
6oneBaHus, cBa3aHHOro ¢ nonom[2]. MNepe-
YyeHb 3aboneBaHuii, AN19 BbISIBIEHUS 1 NPO-
dUNAKTUKM KOTOPbIX MOXET MNPOBOAUTLCS
npeaMniaHTaumoHHas, a Takke snwobas
Apyrasi reHeTnyeckasa guarHocTuka, 4omkeH
YTBEPXAATLCS  KOMMETEHTHbIM  rocyaap-
CTBEHHbIM OpraHoM nocne o6CyXAeHUs C
npodeccmoHasnbHbIM COOBLLECTBOM CMNeLn-
aNNCTOB MO rEHETUKE.

3aKkoH perynupyeTt MosioXeHne O npe-
ONMMIAHTAUVOHHOM reHeTNYecKon amarHo-
CTuKe, 3arnpeuias B CT. 3a reHeTU4ecKyto
aKcnepTnay KNeTok aMOpuroHa invitro oo ne-
peHoca B NOJIOCTb MaTKM (BHYTPUYTPOBOHOIo
nepeHeceHns). HapyweHune sToro 3anpera,
rno obLuemMy npaBusy, Brne4eT 3a coboi yro-
JIOBHYO OTBETCTBEHHOCTb. [lpoBeaeHune
NPeaNMMIAHTALNOHHBIX FEHETUYECKUX WUC-
cnenoBaHUi B MOPSiAKe UCKITIOYeHUs paspe-
LiaeTcs TONbKO AJ1 CiyvyaeB, Koraa NnpucyT-
CTBYET BbICOKWIA PUCK Pas3BUTUS HaCNen-
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CTBEHHOro 3aboJfieBaHUsA B BUAY reHeTu4e-
CKOW NMpenpacnonoXeHHOCTN XEHLWHbI, OT
KOTOPOW MNPOUCXOOUT ArueKkeTka, MyX4n-
Hbl, OT KOTOPOro NPOUCXOOUT cnepma, Unm
nx obomnx. OnpeneneHbl obs3aTenbHbIe YC-
NIOBUS AN NpoBeAeHns npeaumMnaaHTaum-
OHHOW rEHEeTUYEeCKOW ANArHOCTUKU, K YNCITY
KOTOpPbIX OTHeCeHbI: 1) nHpopmMmmnposaHne u
KOHCYNbTMPOBaHME O MEeAULIMHCKUX, NCUXO-
JIOFMYECKUX N CcoumalbHbIX MOCNeACTBUAX
reHeTMYeCcKoro uccnenoBaHusi, OCYLLECT-
BIieMble 00 NOJSy4eHUS cornacus Ha npoue-
aypy; 2) pada cornacus MexagmucuynamHap-
HbIM KOMUTETOM MO 3TUKE — NpoLeaypa ocy-
LLECTBNSIETCS Yepes3 akKpeanTOoBaHHbIe O0-
VMMNAAHTAUMOHHbIE LIEHTPblI FEHETUYECKOIro
TecTupoBaHus; 3) NpoBeaeHNe Npoueaypsb
Mr4, keannduumpoBaHHbIM BPAYOM B Mean-
UMHCKUX LIEHTPAx, akkpeauTOBaHHbIX O/15
3TUX Lenen, uMmeLmx Heobxoanmble ama-
rHOCTUYeckMe, MeOuLUMHCKME WU TexHuye-
cKkue cpeacTBa ANs NPeanMniIaHTaUNOHHbIX
OMarHoCTUYECKMX MpoLeayp.

[na HopmMaTMBHON pernameHTauum re-
HEeTUYEeCKNX NCCNea0BaHNN B LENOM MPUHAT
3aKkOH O TreHeTM4ecKoM TeCcTUPOBaHUN
(2009), koTopble onpenensieT, korga n kKak
MOXET ObITb MPOBEAEHO reHeTn4Yeckoe Te-
CTUpOBaHMe, Kak AoJkKHa obpabaTbiBaTbCs
nobas cobpaHHasa reHeTuyeckas MHGopma-
ums n buomatepuan [3]. 3anpellaeTcsa anc-
KPpUMMHAUUS HA OCHOBE FEHETUYECKUX Xa-
pakTepucTUK BO BCeEX cdepax XuaHenes-
TENbHOCTU JIMYHOCTM (BKJOYas Tpyaoy-
CTPOWMCTBO, y4acTMe B CTPaxOBbIX MPaBOOT-
HOLLEHUSAX U Op.), @ PaBHO ANCKPUMUHALMSA
Ha OCHOBaAHWW OTKa3a OT y4acTusi B reHeTu-
YeckoM nccnepoBaHuun. freHeTnyeckmne aaH-
Hble He MOryT 3anpalumBaTbcs U 06pabatbl-
BaTbCS B CUCTEME MEOMLMHCKOro CTpaxoBa-
HWS1, 0AHAKO A0MNyCTUM 0OMEH COOTBETCTBY-
lower nHbopmaumen npu okasaHun ycnyr
no MeguuuHCKOW, couuanbHoM 1 npodec-
CUOHanbHOW peabunutauum nuL, ¢ orpaHu-
YEHHbIMW BO3MOXHOCTAMU (MHBaNMAOB).
3akoH ycTaHaBnmBaeT o0Llee nNpasuo, co-
rMacHO KOTOPOMY NPeaoCTaBEHNE YCAYT NO
reHeTM4eCckoOMYy KOHCYNIbTUPOBAHUIO SIBAS-
eTcsl 0653aTesNibHbIM YCIOBUEM MPOBEAEHNS
BCEX BUIOB reHETUYECKMX UCCNEed0BaHuI, a
Takke ykasblBaeT, Kak A0JKHbl 0b6pabaThbl-
BaTbCS Pe3yNbTaThl TECTOB U KakMMu Tpebo-
BaHUSMM obecnevymBaeTcs UX KayecTBO U
[OCTOBEPHOCTb.

Takvum 06pa3om, rocygapCTBEHHOE BMeE-
LaTenbCTBO B chepy reHeTUHeckmx nccne-
NOBaHWIA CBAI3aHO C BHeapeHnemM 06a30BbixX
rapaHTMn 3awmTtbl KOHOUOEHUNANBHOCTU
reHeTM4ecKom MHpopmaLnm 1 onpeaeneHn-
€M OCHOBOMoOJSarawLwyx NPUHUMNOB opra-
HM3aUUM 1 NPoBeaeHNs TEHOMHbIX Uccne-
noBaHuii. OgHako, Npu BCel CTPOrocTu ro-

CyO0apCTBEHHOrO HOPMATMBHOIO PErynnpo-
BaHWUsl, npodeccroHanbHoe CcoobLEeCcTBO
CMNeunanncToB Mo reHeTrKe Takxke Okas3biBa-
€T CYLUEeCTBEHHOr0 BUSIHME HaA pasBUTME
oTpacnu wn pernameHTaumio npodeccmo-
HaNbHON OeATeNbHOCTU. B KOHTEKCTE oTae-
neHus coepbl rOCyoapCTBEHHOrO BMeELLA-
TeNbCTBa OT camMoperynmpoBaHus obpatia-
€T Ha cebs BHMMaHMe coaepXKaHue nosnum-
OHHbIX 3asBneHurn Hemeukoro obuiecTsa
reHeTnkn yenoseka (GfH), paspabatbiBae-
MbIx Komuccuein no 6a3oBbiM MO3ULIMEAM U
3TMYECKUM Bomnpocam ob6LlecTBa, co3aaH-
Horo B 1989 roay. GfH aBnaeTca eAMHCTBEH-
HbIM HEMELKKMM NpodeccmoHasibHbiM 06be-
OVNHEHMEM CMNeumanncToB B chepe reHeTm-
KM, OCHOBAHHbLIM Ha MPUHLUUMNE YJIeHCTBa U
00beANHSIOLLNM Hay4HbIX PabOTHUKOB, KIn-
HULMCTOB, CNeuManMcToB rno n1abopaTopHom
npakTUKe, reHEeTUYECKNX KOHCY/NLTAHTOB U
OPYrUX L, UMEIoLLIMX OTHOLLEHNe K cdepe
reHetTnyecknx unccneposaHuin [4]. OcHoOB-
Hble perynupyowme GyHKUMM obulecTea
peanuayioTcs MNocpeacTBOM  paspaboTkum
MO3ULIMOHHBIX 3asiBNEHUIA MO pPasfnNyHbIM
KJIMHUYECKUM, 3TUYECKUM, COuMalbHbIM U
IOpUanNYeckKMM  BOMpocaM, YCTaHOBIEHUSA
CTaHAapTOB 1TabopaTOPHbLIX UCCEea0oBaHUN
M FeHeTNYEeCKOro KOHCYIbTUPOBAHUS, NPUH-
LIMMOB OLIEHKM KayecTBa Oka3aHus ycnyr B
chepe reHOMHbIX UCCNEeOBaHUN, a Takxe
pa3paboTkmu 06pasoBaTefibHbIX CTaHOAPTOB
B chepe reHeTukn n opraHusaumm Henpe-
PLIBHOFO MeauUMHCKOro obpasoBaHus ons
CcneynanncTos.

VMcxoas 3 ocHoBononaratwmx NpuHUm-
MOB COBPEMEHHOW TFEHETMKM 4enoBeka
(NpUHUMNa yBaxeHns1 JOCTOUHCTBA JINYHO-
CTW, U3 COAEPXaHUs KOTOPOro BbiTEKAET
MPUHLUMN 3aLLNTbl OT ANCKPUMUHAUMN B 3a-
BUCUMOCTW OT MoJia, OTHOLLEHUS K Penurnu,
COCTOSIHMSI 300POBbS, NpuHUMNA [06po-
BOJIbHOr0 caMoonpeeneHns npm npoesee-
HUN TEHOMHbIX WCCNenoBaHU, npuHumMna
KOHpuaeHumanbHocTn) [5, c. 54]. GfH onpe-
oensiotcs: 1) uenm NnpakTU4eckom reHeTUKN,
K 4YNCIly KOTOPbIX OTHECEHbI FEHETNYECKOE
KOHCYNbTUPOBaHME, AMArHOCTMKA reHeTu-
Yyeckmx O0OYCNOBNEHHbIX 3aboneBaHUn W
onpeneneHns ctpaTernn nevyeHms (npose-
neHve Tepanunn) B Hanbonee adPeKTUBHOM
ON9 naumeHTa BapuaHTe; 2) TpeboBaHus K
packpbITUIO MHMOPMALMU O TEHOMHbIX UC-
cnepoBaHusx; 3) TpeboBaHus K obecrneye-
HUIO OOCTYMHOCTU FEHOMHBbIX WCCenoBa-
HUI; 4) TpeboBaHUS K 3aLLMTe aBTOHOMUMU
VHOMBMAA WUNN CeMbM, a Takxe cBOOOAbI
NMPUHATUS pelleHns B 061acTu niaHnpoBa-
HUS ceMbM; 5) TpeboBaHNA K COAEPXKAHMIO
KOHCYNbTauum, NpeaocTaBnsgemMon cneuna-
MCTOM B chepe reHOMHbIX NCCneaoBaHnii;
6) TpeboBaHUSA K NPOBEOEHMIO NPOrHOCTU-
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YEeCKMX FTEeHOMHbIX UCCNeaoBaHWUNi, T.e. UC-
CNnefoBaHui, HanNpPaB/iEHHbIE HA BbISIBIEHNE
reHHbIX U3BMEHEHUI, KOTOPbIE MOTYT NpuBe-
CTM K pasButuio 3abonesaHuii B 6Gonee
no3gHemMm Bo3pacTte [6]. OTtoenbHble Npo-
deccuroHanbHble PYKOBOACTBA ONPenensoT
npodeccmoHanbHO-3aTUYEeCKMEe cTaHaapThl
noeedeHns crneumanncta npUMEHNTENbHO
OT Pas3fMyHbIM BUamM UccnenoBaHuni n gna-
FHOCTUKWN, TaKUM, KaK reTepo3nroTHas gua-
rHOCTMKA, MOCTHaTasbHass [OMarHoCTuKa,
npeanMniaHTauMoHHasa reHeTmyeckas gua-
FHOCTUMKA, FEHETUYECKNIA CKPUHWHT U T.1.
Ocob6eHHOCTU coYeTaHMs TOCy4apPCTBEH-
HOro BMellaTenbCTBa U camMoperynmpoBa-
HWS OTYETAMBO BUAHbLI HA NpumMepe Tpebo-
BaHMS K PacKpbITUO MHPOPMaLMKM O FEHOM-
HbIX nccnegoBaHuax. Tak, GfH nosuumonun-
pyeTcsl, 4TO KOHPUAEHUMANbHOCTb AaHHbIX
O reHeTM4yeckoM guarHose m [0OpPOBOSb-
HOCTb WCMOJIb30BAHUSI TEHETUYECKOW WH-
dopmauum nonxHa bbiTb 06ecrneyeHa Heob-
XOAMMBIMWN 3aKOHOAATEsIbHbIMW FapaHTUs-
MK [7]. Kak 4aCcTHbIM, Tak 1 roCyoapCTBEH-
HbIM YYpEXOEHNAM O0/KHO OblTb 3anpeLle-
HO TpeboBaTb NPOBeAEHUS N NpeaocTaBne-
HUA Pe3yNbTaToB MPOrHOCTUYECKOrO reHe-
TUYECKOro TeCTUPOBaHUS WUAM JocTyna K
YXX€ CYLUECTBYIOLWNM TEHETUYECKMM OaH-
HbIM B KQ4eCTBE YCNOBUS AJ1 NpeaocTaBie-
HUA peanu3aumn onpefesieHHbIX npaB U
cB00OO[, B TPYO0BbIX, CTPAXOBbIX W MHbIX Npa-
BOOTHOLeHMaX'. B To xe Bpems, npodeccu-
OHanbHOe coobLecTBO HGepeT Ha cebsa pe-
LeHne nNpodeccrnoHanbHO-3TUYECKNX NPO-
611eM, CBA3AHHbIX C UCMOJIb30BAHNEM rEHe-
TUYECKON MHGOPMALMM O COMYTCTBYHOLLMX
pesynbratax UCCNefoBaHus, a Takxke BO3-
MOXHOCTM MpPenocTaB/ieHnss pe3ynbTaToB
nccnepoBaHuiA PoOACTBEHHMKAM B Clyvae
pucKka pa3BUTUS Y HUX HACNEACTBEHHbIX, re-
HeTM4Yeckn 0OYCNOBJIEHHbLIX 3abofieBaHUN.
OTmMeuvaeTcs, 4TO NpeaocTaB/ieHne Heorpa-
HWYEHHOrO [OCTyna K reHeTU4Yeckum OaH-
HbIM BO3MOXHO TOJIbKO C MUCbMEHHOIO CO-
rnacusi cybbekta MNepCoHasbHbIX OaHHbIX
nocne NosHOro packpbITa MHGopMaunn n
ocBobOXAeHMs OT 0b6sa3aTensCcTB No obe-
CrnevyeHntio cekpeTHocTu. WcknoyeHus m3
3TOro npaswufa KacawTcs CuTyauuin, Korga
cneumanucTbl No reHetTuke GoOpMynnpyoT
COMyTCTBYIOLLME BbIBOOBI O PUCKax Ans 340-
POBbS OPYrVX Y1E€HOB CEMbU N X MOTOMKOB.
OT1a nHpopmMauma BaxHa, NOCKOJIbKY NO3BO-
NSeT NnaHMpoBaTb NpoBeaeHne npodunak-

" EOUHCTBEHHLIM VCKJTIOHEHMEM U3 MPUHLUMNA [0-
OGPOBONBHOIO MUCMNOIb30BaHUS FEHETUYECKOn auna-
FHOCTUKM B [epMaHuM Ha CerogHAWHUM OeHb SB-
nsieTcs reHOMHOE UCCneaoBaHMe HOBOPOXOEHHbIX
(CKPUHMHI HOBOPOXAEHHbIX) HAa Hannune reHeTmnye-
cKkunx 3aboneBaHuin, oisi KOTOpbIX TpebyeTcs paHHee
BbISIBNIEHNE, C LeNblo onpeaeneHns Hambonee ad-
bEeKTUBHOM CcTpaTernv nedYeHns uim npoPunakTnkun.

TMYeckoro o0CnefoBaHus, JfIeYeHUs wunn
npeHaTanbHOM ANArHOCTUKU. B 3TOM OTHO-
LWWEHMN YNEHbl CEMbM MOIYyT paccmaTpu-
BaTbCA KakK MMellme MopanbHOoe 00s3a-
TENbCTBO OENNTHCSA FEHETUYECKON MHGOP-
MaLmel, ecnm 3To HeoBXoaMMO AJ1si OpraHu-
3auUnn NeYEHNS NNU NIAHMPOBAHUSA MPUME-
HEHUS BCMOMOraTEsbHbIX PENPOAYKTUBHbIX
TexHonormn. Cneumannct no reHeTuke, oa-
HaKO, CTAJIKMBAETCS C KOHMIMKTOM MeXAy
ABTOHOMWEN BON NAUMEHTA, B OTHOLLUEHUMN
KOTOPOro Heobxoaumo obecneynTb KOHOU-
OEHUMaNbHOCTb  MOJIYYEHHbIX [OaHHbIX, W
06a3aTeNbCTBOM OKa3aTb MOMOLL cornac-
HO 6a30BbIM 3TUYECKUM MPUHLMNAM Mean-
umHbl. NMpodeccrnoHanbHoe coobLecTBO He
npennaraet yHMBEpCasbHbIX Mpaswun Ang
paspeLlleHnss aToro KoHGAMKTA, PEKOMEH-
Oys paccMaTtpuBaTb KaXayl CUTyaumio UH-
OVBMAyanbHO, 3a WCKIIOYEHVEM Clly4aeB
BbISIBIEHNSA HEN3NEYNMBIX N HEN3OEXHbIX B
CBOEM pasBuUTMM 3aboneBaHuin, Korga npa-
BO Ha MHdopmMauuio npeobnagaet Hag ra-
paHTUSAMKM 3amMTbl KOHOUOEHUNANBHOCTU
[8, c. 29].

TpeboBaHMs K COAepXaHUO KOHCyJbTa-
UMy, npeagocTaBnseMOn cneumanncTomMB
cdepe reHoMHbIX uccnenoBaHuii, Noapoo-
HO yperynmpoBaHbl B pamkax npodeccuo-
HanbHoro coobulectsa [9]. KoHcynbTaums,
npenoctaBsnsemMas 40 NpPOBEAEHUs nccne-
[O0BaHWs, 0OHKHA COOTBETCTBOBATb MPUH-
umny UHOOPMUPOBAHHOIO cornacua U
BKJIIO4ATb B Ce0S: Haanexaliee 06bsiCHEHNE
BCEX MEPOMNPUATUIA U Lenen nx nposene-
HUS, BKJIOYas TOYHOE HaVMMEHOBAHWE MpPO-
Lenyp, HOCALWMX 3KCNEePUMEHTasbHbIN Xa-
pakTep; onucaHme NpemMyLLecTB Nccneno-
BaHWS U PUCKOB €ro NPOBEAEHMS, BKIOYada
NnPeMMyLLLEECTBA M PUCKM Npu pas3paboTke
cTpaTternn ne4veHus; nHdopmaumio ob anb-
TEPHATMBHBIX Mpoueaypax, ecnm TakoBas
MOXET OblTb NONE3HOWN; ONMcaHne BO3MOX-
HbIX PE3yNbTaTOB WUCCNEA0BaHNSA C YH4ETOM
BCEX a/IbTEPHATUBHbBIX BAPUAHTOB X OOBSAC-
HEeHWs; NpenJioXkeHne OTBETUTb Ha Nobble
BOMPOChI, KOTOPbIE MOIYT BO3HMKHYTb B OYy-
OylwiemM nocne OOBeAeHUs pes3ynbTaToB UC-
CnefoBaHus; ykasaHue Ha TO, YTO B NpoBe-
OEeHUn nccnenoBaHnst MoXeT OblTb OTkasa-
HO ¢ 0ObsicHeHMeM MNpuynH. Nocne npose-
LEHNS NCCNefoBaHNS TECTUPYEMbIE MMEIOT
npaBoO Ha NoJsy4eHne MOHOM NHGOpMaLnn
0060 Bcex pesynbraTax, KoTopble MOryT
VIMETb 3HA4YEeHME O/19 NX 300POBbA AU 300~
poBbsi pebeHka. TeM He MeHee, Npeaycma-
TPUBaAeTCS BO3MOXHOCTb B t0O0Ee Bpems
0TKasatbCsd OT MOJlydeHuss MHpopmMauum o
CBOEM reHeTn4eckom crtaTyce, noTpeboBarB
OT cneumnanmcTa Bo3aepXaTbCa OT OOBeAe-
HUA pe3ynbTaToB nccnegosaHnsa. CnopHble
WM BapuaTuBHbIE pe3ynbTaTbl UCCNeLoBa-
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HUS OOMKHbI BbITb MHTEPNPETUPOBAHbI Ha
OCHOBaHUM MMEIOLLLErOCH YPOBHS 3HAHWIA.

Kak BugHO, B lepmaHuu 3akoHoOaTeNb
4eTKO onpenensieT 0CHOBaHMS NPOBEOEHUS
reHeTU4eCckmx nccnenoBaHunin, TpebosaHuns
no 3awmrte KOHOUAEHUNANBHOCTU U OOCTY-
ny K reHetunyeckon uHdopmaumn. B cno-
XMBLUMXCS  YCNOBUSAX MNpodeccuoHanbHoe
CcO00OLLECTBO BbipabaTbiBaeT KOHKPETU3NPY-
IOLLMEe 9TUYECKME MNPUHUMMBI, HanpaBieH-
Hble Ha paspelleHne npodEeCCMoHaNbHO-
3TUYECKNX aCMEKTOB MOBEAEHMS cneumann-
CTa B CUTyauMmsx, CBS3AHHbIX C FreHeTuye-
CKMM  KOHCY/IbTUPOBAHNEM, KOHDINKTOM
MHTEPECOB, onpegeneHnem yCNOBUIA
odopmneHns nHGOPMUPOBAHHOIO Ccorna-
Cug Ha NpoBeAEeHNE nccnegoBaHns 1 T.n., a
TakXke BHOCUT NMpenjioxXeHns No CoOBepLUEH-
CTBOBaHMIO 3aKOHOAATENbCTBA, €CNIN COOT-
BETCTBYIOLLMIA Bonpoc TpebyeT rocynap-
CTBEHHOI0 NPaBOBOIro PEryanpoBaHus.

Ewie 6onee cTporuin nogxon, npeagycma-
TpuBaloLWNA 0BLUIMPHOE TOCYyAapCTBEHHOEe
npaBOBOE PEryJInMpoBaHNE OTHOLUEHUA B
cdhepe reHoOMHbIX UCCnefoBaHni NpeacTaB-
nset cobon AnoHusa. 30ecb OCHOBHbIE Tpe-
60BaHMs K opraHn3aummn 1 NnpoBeaeHuto Ta-
KX UCCNeaoBaHnn onpeaenenbl LenbiM psi-
[OM OpraHoB rocyaapCTBEHHOrO Peryampo-
BaHns — COBETOM MO HAayKe, TEXHONOMMSAM U
MHHoBaumsMm (CSTI), MuHmucTepcTeoM obpa-
30BaHM4, KyJIbTypbl, CIIOPTa, HAYKU U TEXHO-
norun (MEXT), MUHNUCTEPCTBOM 34PaBOOX-
paHeHus, Tpyaa u coumanbHoro obecneve-
Hug (MHLW), MUHUCTEPCTBOM 3KOHOMMUKMU,
TOProBaAM un npombiwneHHoctn (METN).
CSTlycTtaHoBNEeHbl OCHOBHbIE MPUHLMMbLI UC-
cnepoBaHMa reHoma 4venoseka (2000),
MEXT, MHLW n METI coBmecTHO pa3spabo-
TaHbl U YTBEPXAEHbI 3TU4Yeckoe TpeboBaHus
K OpraHusaumm n NpPOBEOEHUIO TEeHOMHbIX
nccnenoBaHuii, a Takke PyKOBOACTBa MO
KJIMHUYECKMM UCCNEeNOBaHNAM U FEHHOW Te-
panun [10].

[eHOMHbIE nccnenoBaHns OOJKHbI OTBE-
yaTb psgy 6a30BbIX KPUTEPUEB, B MEPBYIO
oyepeb, A0SKHbI OblTb HaNpaBfeHbl Ha Bbl-
SIBNIEHME HANNYUS U NPEeapPacnoiOXXEHHO-
CTU K Pa3BUTUIO TSXXENOro reHeTn4eckn ob-
YC/IOB/IEHHOIO 3a601eBaHNS, NPUBOASLLENO
K 3HAYUTEJIbHLIM OrPaHNYEHNSAM XN3HEOES -
TENbHOCTU. Ha3Ha4yeHne reHOMHbIX Uccre-
[OBaHNI Npu3HaeTcss 000CHOBAHHbLIM TOJb-
KO B TOM CJly4ae, eC/iv NPeMyLLLECTBA Tako-
BbIX B KOHKPETHOM CUTyauuu npeBbillatoT
MOCbl UHBbIX BUAOB ANArHOCTUKN, N NOMb3a
MUCCNeaoBaHnA B LLESIOM 3HAYUTESNbHO BbILLE
€ro BO3MOXHbIX HEGNAronpuATHbLIX NOCNea-
CTBUI AN opraHn3mMa 4yefioBeka unuv ninoga
M noboyHbix adpdekToB. WccneposaHus
OOJIXHbI OblTb 6€@30MacHbIMU OJ19 XU3HU U
300pPOBbS TECTMPYEMOrO, MPOBOANTLCS Ha

OCHOBaHUN «O0CTAaTOYHOr0 YPOBHA pPa3Bu-
TUS HAYKW 1 TEXHONOrn». Kak n B fepmaHun,
B AnoHMM npaMO 3anpeliaeTcs OCYLLEeCT-
BJIEHME FEHETUYECKMX TECTOB N UCCNeaoBa-
HU reHOMa C LLeSIbl0 UBMEHEHUS FreHeTu4e-
CKOro Koga 4enoBeyveckoro ambpuoHa, 6u-
oncun n mogudurkaumm 3apoaplLLeBbIX Kie-
TOK Ha CTaaumn, Npu KOTOPOW OHU MOTYT pas-
BMBATbCS B CaMOCTOSTE/bHbIM 4YenoBeye-
CKWNIA 3apoaplLu.

BmecTe ¢ Tem, AnoHckoe 0OLIecTBO re-
HeTukn 4enoseka (JSHG), cospaHHoe B
1955 roay n o6beamHsoLLEE CMELVANNCTOB
B 06/12CTN FTEHOMHbIX UICCNEA0BAHUN U FeHe-
TUKM Ha OOOPOBONBLHOW OCHOBE, HAaAEeNeHo
PAAOM BaXKHbIX OYHKLUNA, NPUCYLLMX CaMO-
perynupyemMbiM opraHmsaumam. Tak, JSHG
paspaboTaHbl NPOdECCMOHANIbHbIE PYKO-
BOACTBA MO FEHETUYECKOMY TECTUPOBAHUIO
N reHeTUYeCKOMY KOHCYJSIbTUPOBaHMIO, 005-
3aTesibHble A8 NPUMEHEHNSA BCEMU €€ Yne-
Hamun. JSHG opraHmaoBaHa cuctema ceptu-
dvkaumm cneymanmucToB Mo KIMHUYECKOMN
reHeTrke 4epes yYpexaeHHbI JaHHOM Op-
raHnsaumen AnoHCKU COBET N0 MeaULNH-
ckon reHetuke[11]. CopepxaHne npodec-
CUOHabHbIX PYKOBOACTB OXBaTbiBaeT 6a30-
Bbl€ 3TUYECKME MPUHUMMNbI FTEHOMHbIX UC-
cnepoBaHuii [12], npu 3TOM 0OCOObLIN UHTE-
pPEecC B KOHTEKCTE CPaBHEHWNS N UCMOSIb30Ba-
HUA 3apybexHoro onbiTa nNpPeacTaBnsaloT
aTuyeckne TpeboBaHUs, KacaloLmecs reHe-
TUYECKOro KOHCYNbTUPOBAHUA U MOy4EHUS
MHPOPMNPOBAHHOIO COMNacusa Ha NpoBeae-
HUE nccnenoBaHus.

OTHOCUTENBHO FEHETUYECKOIrO KOHCYJIb-
TUPOBAHUSA YKa3blBAETCA Ha 3HAYMMOCTb
NpPeaoCcTaBNeHNs Ka4eCTBEHHbIX KOHCYbTa-
LIMOHHbIX YCNyr crneyyannctaMmn no reHeTm-
ke. JSHG TpebyeT, 4ToObl Takme ycnyru oka-
3blBaNIUChL NvuamMu, obnajalowymm gocta-
TOYHLIMWU 3HAHUSMW U OMbITOM B 061acTu
MeanuMHCKON reHeTukn. Onpenensercsa
06bemM MHbOopMaLMK, NPenocTaBAsaIeMon B
pamMKax reHeTUYeCKoro KOHCYbTUPOBAHUS,
B KOTOPbI BXOAAT CBEAEHUS O BEPOSATHOCTU
pas3BuTUS 3ab0neBaHns, ero eCTeCTBEHHOM
aHaMHe3e 1 4aCToTe PeumamBoB (reHeTnye-
CKM NPOrHo3), a Takxe CBeAEHNS O OCTYn-
HbIX FEHeTUYEeCKMX TecTax, Takmx kak obHa-
PY>XEHNEe reHOB-HOCUTENEN, NpeHaTalbHble
TECTbl, MPEACMMMATOMHbIE TECTbI U TECThI HA
YyBCTBUTENIbHOCTb. Ha rEeHEeTUYECKUX KOH-
CYyNbTaHTOB BO3NnaraeTcsd 0693aHHOCTb WH-
TepnpeTmpoBaTb pe3yabTaTthl UCcNenoBa-
HUST HA OCHOBAHMWN aKTyasibHbIX METOAVK,
COBPEMEHHOIO YPOBHS Pa3BUTUU HAyku U
MEeOVLIMHCKNX TEXHONOIMMI, B TO Xe BpeMms,
TpebyeTcs oTka3aTbCsA OT NEepPeHaChILLEHHO-
CTU KOHCyNbTaUMu cneumanbHOW TEPMUHO-
norven, pobuBascb MOJSIHOFO MOHUMas
npegmeTta 6ecedbl CO CTOPOHbI TECTMpPYe-
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Moro. MNpu XxenaHum KNMeHTa Ha KOHCyJbTa-
UM MOXET MNPUCYTCTBOBaTb TPETbE L0
(Heckonbko conpoBoxpalwmx nuu). Obe-
creyvBasi BOBMOXHOCTb KOHTPONA 3a Oes-
TENbHOCTb TEHETUYECKMX KOHCY/IbTaHTOB,
JSHG o0643biBaeT durKcMpoBaTb TECT KOH-
CyNbTaLMN B KIIMHUYECKOW KHMIEe 3anncemn n
XpPaHUTb ee B TEYEHNE YCTAHOBIEHHOIO Bpe-
MeHu. [pn KOHCYNbTUPOBaHUM, NPOBOAU-
MOM HenocpeACTBEeHHO nepen nuccnenosa-
HMeM, JoKHa ObITb NpeocTaBieHa Makcu-
MasibHO MoJiHasa nHdopMaums o uenm, MeTo-
[ax ero npoBeneHus, CTEMEHU TOYHOCTU
pes3ynbTatoB M HebnaronpusiTHbIX dakTo-
pax, CrnocobHbIX MPMBECTU K HEBEPHOMY
TONKOBAHUIO pPe3yNbTaTOB UCCNEeA0BaHUS
(yCTaHOBNEHUIO HEBEPHOIrO FEHETUYECKOro
3abonesaHns). B pononHeHWe K YCTHbIM
0OBbSACHEHNSIM TECTUPYEMOMY HEOBX0ANUMO
npenocTaBUTb MMCbMEHHYIO MHDOPMaLUMIO O
3aboneBaHnn, BbISIBIEHWE KOTOPOrO CIYXUT
npeaMeToM uccnenosaHus, fabbl npeay-
npeauTb BO3MOXHbIe 3/10ynoTpebneHus.

JSHG onpepenena npouenypa nonyye-
HUS MIHOOPMUPOBAHHOIO COrnacma Ha npo-
BeLEeHNe reHOMHOro nccnegoBaHus n Bo3-
MOXHblE BapuaHTbl ONpeaefieHnss ero co-
[Eep>XXaHns No COornacoBaHMIO C KIMEHTOM. B
OT/IM4ME OT MPaABOBbIX HOPM, yCTaHaBVBa-
IOLLMX NOPSAAO0K NCTPeboBaHUS MHDOPMUPO-
BAHHOIO COrnacusi Ha NpPoBefEeHnE uccne-
[0BaHNS (3T HOPMbI, MO CYTU, OrpaHN4mBa-
IOTCSA BO3JIOXXEHMEM Ha crneuuanucTa obs-
3aHHOCTU NPefoCcTaBuUTb UHOOPMALMIO O
COAEPXaHNN UCCNEeA0BAHUS N CBA3AHHBIX C
HUM pUcKax — NOBOYHbIX 3P dEKTAX B TEPMU-
Honornn oOLLen MeauumHbl), Npodeccro-
HaNbHOE PYKOBOACTBO MCXOAUT U3 LLUMPOKO-
ro MOHUMaHWS Takoro cornacusl. 3akpenns-
eTCs YK€ HEOOQHOKPATHO YNOMSHYTOE Hamm
«MpaBO HE 3HaTb» O CBOEM FEHETUYECKOM
cTatyce, a Takke 06593aHHOCTb creumanu-
CTa PasbsACHUTb NALMEHTY, YTO peanm3aums
3TOro npaea He noefieyeT s Hero Hebna-
FONPUSATHBIX OPUOVNYECKMX MOCNEACTBUN U
He nomellaeT obpaTUTbCS O NPOBEeAEHNS
ncecnenoBaHns NOBTOPHO. MpaBo «He 3HaTb»
MOXeT ObITb peanM3oBaHo, B TOM 4ucne, 1
Ha CTagum O3HaKOMJIEHUS C pe3ynbraTtamu
TecTa, A0 3aBepLUeHnd rnpoLuecca KOHCYJb-
TUPOBAHWS MO BCEM MOJIy4EHHbLIM PE3y/bTa-
Tam. PekomeHpnyeTtcsi nsberatb reHeTmye-
CKMX UCCNEO0BaHNN B OTHOLUEHUN OETEN U
NnL, KOTOPbIE HE MOryT CaMOCTOSTENbHO
odopMUTE MHPOPMUPOBAHHOE COrnacue.
Bo Bcex cnydasx, korga crneuvanmct npu-
3HaeT HeobXoAMMbIM MPOBEAEHNE Ucche-
[OBaHWNSA Ons JaHHOW KaTeropuu Tectupye-
MblX, €My CcreayeT UCXOOUTb U3 MpuHLMNia
HauAy4Len 3aWmThbl MPaB U 3aKOHHbIX MHTE-
PECOB KJ/IMEHTA.

[Mpu nogrotoBke npoekta MHGOPMUPO-

BAHHOro cornacums cneumanucty peKkoMeH-
AyeTcs BbIHOCUTb HA PACCMOTPEHUE KITNEH-
Ta BOMPOC O AOMNYCTMMbIX ClydYasx packpbl-
™S MHPOPMaLMM YEHAM CEMbU N UHBIM
POACTBEHHMKAM, €CNN MNOJIyYEHHbIE CBEae-
HUS OynyT npeacTaBnsATb CYLLECTBEHHOE
3Ha4vyeHne anga NpodUNakTUKM UNn neveHns
HacnencTBeHHbIX 3aboneBaHunii. B cnyyasx,
KOraa KJMEeHT NOC/e HEeOAHOKPATHbIX pa3db-
ACHEHUM O 3HAYMMOCTU MNOJSIYHEHHOW WH-
dopmMauum 1 BOSMOXHOCTU NPenoTBPaTuTb
NnpUYNHEHNE Bpeaa 340P0BbIO TPETbUX NN,
OTKa3blBAETCA OT €€ PaCKPbITUS, STUYECKMN
npYemMseMbIM NPU3HaeTcs coobLLeHne co-
OTBETCTBYIOLLMX AaHHbIX TONbKO ANS Lenen
ONarHoCTUKN, NPOPUNAKTUKU U NeYeHus
KOHKPETHbIX 3abofieBaHuiA Ha OCHOBaHUMU
obpallleHns 3anHTepPecoBaHHbIX nul,. Bo-
npoc 06 aTMYeckol NpuemMnemMocTu nepe-
[ayn OAHHbIX B TakuUX CUTyauusx OOSKEH
pas3pelatbcad KOMUTETOM MO 3TUKEe, a He
crneunanamncToMm.

OTtoenbHble  NPO(ECCMOHANTbHO-3TUYe-
CKMe HOpPMbI KacaloTCcs npeaumriaHTauu-
OHHOI 1 NPEHATENIbHOW FrEHETUYECKOWN ana-
rHOCTUKK. CneayeT y4nTbiBaTh, YTO YCOBUS
05 NpOBeAeHNs OaHHbIX BUOOB UccneaoBa-
HUA 4YeTKO OnpenenieHbl rocyaapcTBOM, B
CBA3M C 4eM cdepa nNpodPeCcCnoHanNbLHOro
perynmpoBaHus BeCbMa orpaHunyeHa. Tak, B
yacTHOCTK, ML, BbINOAHAETCA TONIbLKO B CU-
Tyauusix, korga: 1) oguH n3 poamtenen se-
N9eTcs HOCUTENeM XPOMOCOMHO-MNAaTo0ru-
4eCKOoM aHOMasnMn NN TSXEeNon ayTOCOMHO-
[NOMUHaHTHOM 6ones3Hn, nnbo oba poanTens
ABNSAIOTCS HOCUTENSMU TAXENON ayTOCOM-
HO-peLeCcCcuBHOM 6oNe3HN; 2) maTb ABNSET-
csl HocuUTenem Taxenon X-cuenneHHo 60-
ne3Hn (B AaHHOW cnyyae amarHocTuka Ha-
npaefieHa Ha NPenoTBpalleHME MMMNNaHTa-
LMY 3MOPMOHA C BbICOKMM PUCKOM HEMpo-
M3BOJIbHOro abopTa — aHeynnonanun); 3) po-
OUTeNn NPoXoanaT neyeHme oT becnnoans v
VHAUMWPYIOT MNPOBEOEHNE UCCNEeO0BaHNSA
(npn ycnoBunm MHGOPMUPOBAHHOIO CcOrna-
Cus M KOHCYNbTUpoOBaHWs). Ha cneunanu-
CTOB MO reHeTuKe BO3faraeTcs 9TUyeckoe
00683aTeNbCTBO MO AOMNONIHUTENBHOW 3alUu-
Te KOHPUAEHUMANBHOCTU MOSYYEHHOW WH-
dopmauumn, pesdynbratbl KOTOPOM HE OOJIK-
Hbl ObITb, MO 0OLLEMY NpaBwuy, CBA3aHbl C
BO3MOXHOCTbIO BbIICHUTL MOn 6yayLiero
pebeHka. Kpome Toro, obpatiaeTcsa BHUMa-
HMe Ha ocobble TpeboBaHMA K CTerneHn To4-
HOCTWN ANArHOCTUKW, ABNSIOLWENCS OCHOBa-
HMEM AN MPUHATUS PELLEHNA B penpoayk-
TUBHOM cdhepe.

MOMMMO TUMNYHO «CaAMOPETYNMNPYIOLLINX»
dyHKumn, JSHG BbINOMHAET TPaAULMOHHbIE
3apa4m npodeccmnoHanbHbIX coobLLECTB MO
3aLUUTE MPaB M 3aKOHHbIX MHTEPECOB CBOMUX
YNEHOB, MOMNYNAPU3aLUM FTEHOMHbIX UCcne-
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[0BaHNI 1 MOOLLPEHUIO pa3BuTusa Haykm. C
Lenblo coaencTBusa nccnenoBaHnsm B 06-
nactmn reHetukm yenoseka JSHG yupeaomna
«[Mpemunio JSHG» onsa nopaepXky Bbloato-
LLMXCA CNeLumanncToB No reHeTuke 3a nx ao-
CTUXeHUS, a Takxke «[MooLpuTenbHYIO npe-
muto JSSHG» ona monoapix uccnegoBaTenei.
JSHG npuHumaeT yvyactne B paspaboTke
rocynapCTBeHHbIX 00pa3oBaTesibHbIX CTaH-
[apToB — Tak, no nHnumnatmee JSHG lMNpaBu-
TenbctBoM AnoHum B nuue MHLW Obina
odurumanbHO NpusHaHa npodeccus cneuy-
anmcTa No reHeTM4eckoMy KOHCYNbLTMPOBa-
HUIO, NOC/Ee Yero COOTBETCTBYIOLLME KaTero-
pvn ycnyr ctanum npegycmaTpuBaTbCs Npo-
rpammamMmy 06s3aTeslbHOro MeauLMHCKOro
CTpaxoBaHMs.

B kauecTBe nonsipHOro npumMmepa coveta-
HWUS FOCYOapPCTBEHHOIO PEryiaMpoBaHUsa U
CaMoperynmpoBaHmsa B cdepe reHOMHbIX
1CcCneaoBaHNsa Henb3s He OTMEeTUTb Benu-
KoOpuTaHuio, roe npodeccnoHanbHoe co-
00LLECTBO M3HAYaNIbHO MO3ULIMOHMPOBA-
JIOCb Kak cyrybo GnaroTBopuTesnbHasi opra-
HM3aums, NpM3BaHHasi OkasblBaTb NOAAEPX-
Ky crieumanncTam no reHeTnke U OpraHm3o-
BblBaTb MPOBEAEHNE 3HAYMMbIX HaYUYHbIX
CCnenoBaHnin B chepe reHeTUKM N reHo-
Mukm [13, c. 34].

3akoHopaTtenbctBo CoegmHeHHoro Ko-
pPONEBCTBA, Kacalolleecsi reHeTukn, npen-
CTaBJIEHO, B OCHOBHOM, 3akKOHOM O 4esioBe-
4YeCckux TKaHsax, 3aKkOHOM 00 MCKYCCTBEHHOM
onIoA0TBOPEHMN 1 3MOPUONorum n 3ako-
HOM O 3aWmTe NepCOoHaNbHbIX AaHHbIX [14].
YctaHoBneHbl 00LLye 3anpeTbl Mo KIOHMPO-
BaHWIO 4YenoBeka U MpoayLMpOBaHUIO TU-
OpUaHbIX OpPraHM3MOB, BbiTEKawoLWMe U3
TpeboBaHn 6a30BbIX MEXAyHAPOAHbIX [0-
rOBOPOB U COrNaLleHuii, B TOM YMC/e cneay-
owye: 1) 3anpewaeTca npoaoyumpoBaTtb U
MMMNNaHTUPOBAaTb B MNOIOCTb MaTKN rnbpua-
Hbli 3MOPUOH, 3MOPUOH, HE SABNSAIOLLMIACS
3MOPUOHOM YenioBeka, 1NN ramMmeTbl, He SB-
NS0LWMECS YenoBeyYeckmMun; 2) He paspelua-
€TCS XpaHeHMe N UCMOoJib30BaHne 3MOproHa
0151 3KCNepuMeHTasbHbIX Liefiein No ncreye-
HUM 14 gHel ¢ MomeHTa co3gaHus; 3) 6e3
pa3peLLeHnst KOMMNETEHTHOIO opraHa He [0-
nyckalTcs kKakume-nmbo reHeTundeckme ms-
MEHEHNs AMLIEKNETOK M CnepmaTo30unaoB,
3anpeLwaeTcs UCnosib30BaTb MCKYCCTBEHHO
M3MEHEHHbIE KNTeTKW A5l OKa3aHus YCyr no
onnoaoTBOPEHMo. [N KOHTPONs 3a OCy-
LLECTB/IEHNEM T[EHEeTUYecKMx uccnenoBa-
HUI yupexaeHo focyoapcTBeHHOE yrnpasne-
HMe Mo 3KCTpakopnopasbHOMY OMJI0A0TBO-
pPEeHM0 1 aMOPUONIOrM YenoBeka, KOTopoe
JNINUEH3NPYET AeAaTenbHOCTb B cdepe aMm-
OpUOHaNbHbIX U CBA3AHHbLIX C HUMW FreHeTu-
4Yeckux nccnegoBaHuii, OCYLLLEECTBIIEHUS Ha-
YYHO-UCCNenoBaTeNlbCKoM  AesaTeNbHOCTH.

3aKOoH 0 4eNT0BEYECKNX TKaHSAX, CTPOro roBo-
ps, HE UMEEeT MNPSIMOro OTHOLLEHUS K FreHeTu -
Ke, 0HaKO perynmpyeTt CBi3aHHblE BOMPO-
Chl, Takme Kak, nopsaok coopa Guonoruye-
CKnx 0O6pasoB A/ UCCneaoBaHMA, Aa4m NH-
$OPMUPOBAHHOIO COrfacus Ha ero npose-
neHne, a Takxke NpenocTaBfieHns pesynbTa-
TOB MccnenoBaHnii. 3akoH O 3amTe Nepco-
HasbHbIX AAHHbLIX NpeaycMaTpmuBaeT npasu-
na obpalleHns ¢ reHeTUYeCKUMN OaHHbIM,
0CO006bI NOPSAA0K X 0OPaBOTKM N XPaHEHMS.
CdopmynnpoBaHbl Takke 3anpeTbl Ha nepe-
[adyy TreHeTU4Yeckux [OdaHHbIX CTpaxoBbIM
KOMTMaHUAM, UCMOJIb30BaHME YET0BEYECKUX
3MOPMOHOB B MPOMBILLIEHHbIX NN KOMMEP-
YeCKUX Lensx.

BputaHckoe 06LWECTBO rEHETUYECKON
MeanumHel (BSGM), ocHoBaHHoe B 1996
roay, kak y>xe 0TMeyanoch, MMeeT NpaBoBOM
cTaTyc 0OnaroTBOPUTENBHOW OpraHM3auuu,
0bbeanHsoLWEN Ha [OOPOBOIbHBLIX HaYanax
CrneumnanncToB, 3aHUMAtOLLUXCH FeHEeTUKOWN
M TeHOMUKOW B Ka4eCcTBe KIVHULINCTOB Uin
Hay4yHbiX paboTHukoB [4]. B coctaBe
BSGMnpucyTcTBYIOT  BHYTpUOTpacneBble
npodeccunoHanbHble otTaeneHus — Accouya-
LM KJIMHMYECKOM reHomMukun, Accoumaums
reHeTM4ecknx MeacecTep N KOHCY/bTAHTOB,
O6LecTBO KNMHMYecKow reHeTukn. Kaxagoe
13 3TUX 0ObEeANHEHWIA UMEET MpaBo Ha y4ya-
cTue B onpeneneHun TpeboBaHWIA K Npo-
deccnoHanbHOM KBanmpukaumm cneuyanm-
CTa, opraHmaaumn obyyeHus n nepenoaro-
TOBKWN, BHYTPUKOPMNOPATUBHOIO KOHTPONS
KayecTBa NpodeccroHanbHOM OeATeNbHO-
CTU 1 N3JaHnsl KOAEKCOB NpodeccunoHab-
Hon aTukK. OCHOBHOE coaepxaHue nes-
TenbHoCcT BSGM cBsA3aHO ¢ opraHusauuen
Hay4yHO-MPenCcTaBUTENbCKUX MEPONPUATAIA,
durHaHCnpoBaHnEM Hay4HO-MccnenoBa-
TeNbCKNX MNPOEKTOB, MPOBEAEHNEM KOH-
cynbTaumMin 1 OOLLLECTBEHHOM 3KCnepTu3bl
3aKOHOMPOEKTOB, KacaloLMXcsa nNpeaocTas-
JNIEHUS] TEeHETUYECKUX W TEeHOMHbIX YCIyT,
OUEHKN 3TUYECKMX, MPaBOBbIX U couMasb-
HbIX MOCNEACTBUIA OOCTUXEHUI B o6nacTtu
reHeTUKn 1 reHoMukn. BmecTte ¢ Tem, obule-
CTBO MMEEeT TakxXe BO3MOXHOCTb B/IMATb Ha
copepxaHme obszaTeNbHbIX TPEOOBAHUIA K
opraHmMsaumm 1 NPoBeAEHNI0 FreHOMHbIX UC-
cnefoBaHuii, MNOCPEeAcTBOM  pa3paboTku
NPOEKTOB HOPMAaTUBHbLIX MPaBOBbLIX aKTOB 1
coaepxaHnsa obpasoBaTesibHbIX KYpPCOB C
nocneayoLwym npeaocTaBfieHneM Mmatepu-
anoB B MWHMCTEPCTBO 3[paBOOXPaHEHUs
[15, c. 90]. B pamkax gaHHOro HanpasieHuUs!
neatenbHoct BSGM, B yacTtHoCTM, noaro-
TOBJIEHbI MPOEKTbI U3MEHEHNN B 3aKOH O 3a-
LMTE NepcoHasbHbIX AaHHbIX M 3aKOH O TKa-
HSAX YenoBeKa B 4aCTu, KacaloLLencs cogep-
XaHna MHPOPMUPOBAHHOIO corfacus Ha
npoBefeHne reHOMHbIX WccnenoBaHuii u
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obecneyeHnss KOHOUAEHUMANBHOCTU UX pe-
3yNbTaToOB, FEHHOW Tepanuu, NPOrHOCTUYe-
CKMX WCCNefoBaHU, MNOMUTUKN OOMeHa
JaHHbIMM O pedysibTaTax TecTa, BK/o4as 3a-
NPeT Ha ux nepegady crtpaxoBwmkam. Cob-
CTBEHHbIE OTHYETHLI O MPaAKTUKE N 3asiBEHUS
BSGM copepxat pekoMmeHaaTeNbHble Pasb-
SICHEHUS O MOpPSiAKE MPUMEHEHUS OaHHbIX
3aKOHOMOJIOXEHUN, a TakXe KJIMHUYEecKme
pekoMeHaaunn No nHTepnpeTaunm pesysb-
TaToOB KOHKPETHOW Pa3HOBUAHOCTU OMArHO-
cTuKkn [16, c. 344].

Takmm 06pa30oM, MOXHO 3aK/TIOUYUTb, 4TO
[axe B cTpaHax ¢ 6osiee CTPOrnM 3akoHoaa-
TENbCTBOM B CPepe reHOMHbIX UccnenoBa-
HUN, rOe 4eTKOo onpeaeneHbl OCHOBAHUS U
YCNOBUS ANS UX NPOBEAEHNSA, YCTAHOB/EHDI
3anpeTbl Ha OKa3aHue yCAyr no reHOMHOWN
OMNarHoCTUKE B LIENSX, HE CBA3AHHbIX C Bbl-
SIBNIEHNEM U JIEYEHMEM FeHEeTUYECKUX 0by-
C/OB/IEHHbIX 3a00fIEBAHMA 1 NATOSIOMNIA
pas3BuTuga, camMoperyampylowme QyHKUNn
npodeccmoHasnbHbIX COOBLLIECTB MrEHETUKOB
BCE Xe HaxXoAsT CBOIO MPaKTUYECKYIo peann-
3auuio NPUMEHNTESNIBHO K Taknm Bs10kam BO-
NPOCOB, Kak: OnpefeneHne coaepxaHus
MHPOPMNPOBAHHOIO COrNacus Ha nNnpoBeae-
HVe NCCnefoBaHns C y4eTOM BO3MOXHOCTU
MCMNONIb30BaHMA COMYTCTBYIOLLMX pedyfbra-
TOB TecTa, a Takke MHOOPMMPOBAHNSA POS-
CTBEHHMKOB MaumMeHTa O ero reHeTUYeCKoM
cTaTyce (B cllydae pucka pasBuTmS y HUX Ha-
CNEeACTBEHHbIX TeHeTU4yeckn OOYCNOBMEH-
HbIX 3a60s1EBaHNIN); yCTaHOBNEHNE Npodec-
CUOHAJIbHO-3TNYECKNX TPeBOBaHUIM K Mpo-
LEeCCy TreHEeTUYEeCKOro KOHCYLTMPOBaHNS

[0 1 nocfie NpoBeAeHns UCcneaoBaHns, a
Takke 3TMYECKUX MPUHLUMNOB U npoueayp
npeononeHns KoHGANKTa WHTEepPecoB BO
B3aMMOOTHOLLUEHUSX C KIIMEeHTaMu, UxX poa-
CTBEHHUKAMM U UHbIMU (TPETbUMMN) NTNLAMU;
yyacTue nnm HenocpeacTBeHHO paspaboTka
obpasoBaTefibHbIX CTaHAapTOB, Mopsaka
cepTudurkaumm, oby4eHns 1 nepenoaroToB-
K1 CNeunanmucToB No reHeTUKe N reHOMUKe C
y4€TOM KBaNUPULMPOBAHHOIO MHEHUS MPO-
deccuroHanbHoro coobluecTsa.

B 1O Xe Bpems, rocyaapcTBeHHOEe BMe-
LIaTEeNbCTBO XU3HEHHO HeobxoaumMo B 00-
nacTu: CO3aaHns NPaBOBbLIX U OpraHN3aLm-
OHHbIX rapaHTUn 3alWuTbl KOHPUAEHUMANb-
HOCTU MHMOPMaLMN O pe3ysibTaTax reHOM-
HbIX UCCNeaoBaHU B LENsxX npenoTepatle-
HUS  OUCKPUMUHALMKU MO TFeHeTU4YeCKOMY
cTatycy (Bk/o4as 3akOHOOATENbHbIA 3a-
npeT Ha HenoOpPOBOJIbHYID Mepedady WH-
dopmauum cTpaxoBLimkam, paboToparte-
NI9M, MHBIM 4aCTHbIM NULAM U rocyaap-
CTBEHHbIM OpraHusauusMm); onpeneneHus
06a30BbIX MPUHLMNOB OpraHM3aumnn uccne-
[OOBaHMIM B 4acTu, KacatoLencss OCHOBAHUM
VX NPOBEAEHUS, NopsiaKa Ha3HavYeHus, Tpe-
60BaHMIn K kKa4ecTBy 1 6e30nacHOCTH, a Tak-
Xe BKJII0YEHUs B NporpamMmbl 0683aTenbHO-
ro MeamLMHCKOro CTpaxoBaHUS; ycCTaHOBNe-
HUSA NpenenoB 1 cryyaeB NpPoBeAeHUs npe-
OVMMNNaHTaUMOHHOW 1 NpeHaTanbHOW reHe-
TUYECKOM ANarHOCTUKN C y4eTOM Heobxoau-
MOCTM NpenoTBpaLleHns cos3gaHmnsa bnaro-
NMPUATHBLIX YCNOBWUI AN €BreHNYeCcKoro oT-
6opa, KJIOHMPOBaHMS YenoBeka unn co3aa-
HUS TMOPUAOHBIX OPraHN3MOB.
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NMPABOBOE PEIYJIUPOBAHME FrEHETUMECKMX
UCCNEAOBAHUM B POCCUMCKOM
3AKOHOJATEJILCTBE B KOHTEKCTE NMPOBJIEMbBI
FTEHAEPHOU BEPUDOUKALIMM B CNOPTE'

Nikiforov V. V., Borodina M. A., Medvedev M. V., Mashkova K. V., Suvorov G. N.,
Zenin S. S.

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

B cratbe npoBoanTCS aHam3 PpoOCCUICKOro 3aKoOHOAaTeIbCTBAacC LEJTbIO Bbl-
SIBJIEHUST HAJINYNS] UJIM OTCYTCTBUSI B HEM HOPM, PErynpyroLmx oOLLECTBEH-
Hble OTHOLLEHUS, CBSI3aHHbIE C OCYLLECTBIIEHUEM IeHAEePHOV BepuduKaumu.
OTmeyaeTcs, 4TO HOPMbl KOHCTUTYLIMOHHOIO pasa B 3TOV chepe NMEIOT SiPKO
BbIPAXEHHYI OXPaHUTEIbHYIO HarnpaB/ie€HHOCTb, OPUEHTUPYSICb HA MEXAyHa-
POAHbIE CTaHAaPThl 3aALUMUTbI PaB Ye/10BeKka OT HEAUCKPUMUHALIMN, HOPMAbI,
yCcTaHaB/MBaKoLUMe 3arnpeT Ha XEeCTOKOe WM YHUXaloLee 4e/10Be4eckoe 0-
CTOMHCTBO obpalleHne, 3akpernnsoume rnpaBo Ha JINYHYIO HEernpukoCHOBEH-
HOCTb, OXpaHy 340pP0BbS.

OueHnBaeTcs 3aKOHOAATE IbHbIV MOAX0A K 3aKPEerIeHWNIO B3aUMHbIX Mpas v
06513aHHOCTEN CrIopTCMeHa v CrIOPTUBHOM opraHmn3aumy, B TOM YUCJIE€ B KOH-
TEKCTEe peanu3aumu roJIoXeHUi yCTaBoOB CrIOPTUBHbLIX eaepaumni. Paccma-
TPUBAIOTCS MPaBOBbIE€ OCHOBbI FEHETUYECKUX NCC/IEA0BaHN C TOYKM 3PEHUS
npaBus OCYLLECTBJIEHNS MeauLMHCKOro BmeLuaresnscTea. OUueHNBaeTcsl Cco-
CTOsIHME pPaBoBOro obecrieyeHus: KOHOUAEHUNAIbHOCTN FeHETUYECKOM MH-
popmaummn Kkak 3/1eMeHTa NepCcoHasbHbIX AaHHbIX, KOTopasi B 3TOM Ka4YeCTBE
HernocpeacTBEHHO B 3aKOHE HE YITOMUHAETCSI.

Ocoboe BHUMaHue yaesIeHO COCTOSIHUIO POCCUIACKOro 3aKOHOAAaTe/1bCTBa,
3arparvBaroLLero pas’/inyHble acriekTbl FeHETUYECKUX NCC/IEN0BaHUM, a Takxe
TEHAEHUNN ero n3MeHeHus. [aeTcss KpUTu4eckuii aHaiam3 3aKOHOMPOEKTHOM
AesaTe/IbHOCTU B 3ToVi cepe.

CnaenaH BbiBOA 06 OTCYTCTBUN CUCTEMHOIO NMoAX0Aa K paBoBOV pernaMmeH-
Taunm rnosly4eHunss 1 06paboTku reHeTUYeCcKo MHGOpPMaLMn He TOJIbKO B che-
pe cropTta, HO u B Apyrux obs1acTsx, a Takxke HeobxoammMocTn paspaboTku
MOJIHOLIEHHOr0 3aKOHa, KOTOPbIV criocobeH co3AaTb NMpPaBOBYK OCHOBY KakK /sl
npoBeneHNsI Taknx MCCAEA0BAHV, Tak Y 3aLLUNTbI PaB Y 3aKOHHbIX MHTEPECOB
3arparvBaembIX UMV JINL, C Y4€TOM COBPEMEHHOIO YPOBHS Pa3BUTUSI TEHETUKU,
a TaKkxe MHoroobpasaus popm v crnocoboB MUCNOIb30BaHUS JOCTUXEHWIA 3TO
HayKku.

Kno4eBbie cnoBa: reHaepHasi Bepugukaumsi, MeANLIMHCKOE BMeLLaTe lb-
CTBO, ripaBa 4esioBeka, rnepCcoHasibHble 4aHHbIe, CriopT.

In article the analysis of the Russian legislation for the purpose of identifica-
tion of existence or lack in it of the norms governing the public relations con-
nected with implementation of gender verification is carried out. It is noted that
standards of constitutional right in this sphere have pronounced guarding fo-
cus, being guided by the international standards of protection of human rights

' ViccnenoBaHue BbIMOMHEHO NpU GUHAHCOBON Nnoaaepxke Poccuitckoro ¢goHaa dyHaamMeHTanbHbIX ccne-
nosaHuii (PODU) B pamkax HaydHoro npoekta N2 18-29-14055
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against not discrimination, norm establishing the ban on the cruel or humiliating
human dignity address, the affirming right for security of person, health protec-
tion.

In article the analysis of the Russian legislation for the purpose of identifica-
tion of existence or lack in it of the norms governing the public relations con-
nected with implementation of gender verification is carried out. It is noted that
standards of constitutional right in this sphere have pronounced guarding fo-
cus, being guided by the international standards of protection of human rights
against not discrimination, norm establishing the ban on the cruel or humiliating
human dignity address, the affirming right for security of person, health protec-
tion.

Legislative approach to fixing of the mutual rights and duties of the athlete
and the sports organization, including in the context of implementation of provi-
sions of charters of sports federations is estimated. Legal basics of genetic re-
searches in terms of rules of implementation of medical intervention are cov-
ered. The condition of legal support of confidentiality of genetic information as
element of personal data which directly in the law is not mentioned in this qual-
ity is estimated.

Special attention is paid to a condition of the Russian legislation affecting
various aspects of genetic researches and also trends of its change. The critical
analysis of lawmaking activity in this sphere is given.

The conclusion is drawn on lack of system approach to a legal regulation of
receiving and processing of genetic information not only in sports, but also in
other areas and also need of development of the full law which is capable to cre-
ate a legal basis as for carrying out such researches, and protection of the
rights and the legitimate interests infringed by them persons taking into ac-
count the modern level of development of genetics and also variety of forms

and ways of use of achievements of this science.
Keywords: gender verification, medical intervention, human rights, per-

sonal data, sport.

Bonpoc o reHgepHor Bepudurkaumm, Bce
akTMBHee 06CyXAaeMbll HA YPOBHE MeXay-
HapOAHbIX CMOPTMBHbLIX accouualni, poc-
CUICKOE 3aKOHOOATEeNbCTBO MNPAKTUYECKN
He 3aTpoHyn. B otcyrctBne Henocpen-
CTBEHHOIN0 HOPMATMBHOIO PEryimpoBaHns
CBSI3aHHbIX C 3TVM OOLLLECTBEHHbIX OTHOLLIE-
HUIA NpaBoNpUMeHUTENb OYAET BbIHYXAEH
OrpaHNYNTLCA aHaNornen 3akoHa UM aHa-
noruven npaea. [pm 3TOM C OTPaACIEBOMN TOY-
KN 3PEHUS MOXHO FOBOPUTb O Pa3fINYHOMN
GYHKLMOHANBHOM Harpy3ke COOTBETCTBYIO-
LLMX NPaBOBbIX HOPM.

O4eBMOHO, YTO HOPMbI KOHCTUTYLMOHHO-
ro npaea B aTon chepe O6yayT UMeTb SpPKO
BbIPAXEHHYIO OXPaHUTENbHYIO HanpaBieH-
HOCTb, OPUEHTMPYSCb HAa MEXAyHapoaHble
CTaHOapThbl 3alWUThbl MPaB YenoBeKka, Mpu-
3HaBaeMmble B cuiy M. 4 cT. 15 KoHCcTuTyuum
P® yacTblo poccuiickol npaBoBOl cUcCTe-
Mbl. Y4MTbIBast, YTO Hanbonee ys3BUMbIMU C
TOYKWN 3PEHUS reHaepHON Bepudmkaumn aB-
N9eTCa HapyLleHne 3anpeTta Ha ANCKPUMU-
Haumio, cobnloaeHMe nNpasa Ha JINYHYIO He-
MPUKOCHOBEHHOCTb, 3aLlUTY YECTU U AOCTO-
MHCTBA, KOTOPbIE B TOM WX VHOW CTEMNEHU
Hawnm cBoe oTpaxeHue Bo Bceobluen ne-
Knapaumu npae vyenoseka 1948 r., MexayHa-
pPOOHOM nakTe 00 3KOHOMMUYECKUX, COLM-
aNbHbIX W KYNbTYPHbIX NpaBax 1966 r. n KoH-

BEHUMM O NnKBMAaLMn Bcex Gopm AUCKpu-
MUHaLMM B OTHOLLEHUW XeHwwmH 1979 ., 3a-
CNY>XMBAOT BHUMAHKS NONIOXEHMUs CT. CT. 19,
21 n 22 KoHctutyummn PD, npaktuyeckas
peanusaums KOTOpbIX, OAHaKO, MPUMEHU-
TeNbHO K paccMaTpMBaeMbiM OTHOLLEHUSIM
MHoraa 3aTpyaHeHa.

C opHow CTOpPOHBI, CT. 19 KoHCcTUTyummn
P® rapaHTupyeT paBeHCTBO Npas 1 cBobOA,
yenoBeka W rpaxnaHvHa He3aBUCUMO OT
nona, NPOUCXOXAEHNS, a Takke Apyrmux 06-
CTOATENLCTB, C APYroW, ycTaHaBAMBaeT 3a-
npeT Ha Ntobble GOPMbl OrpaHMYeHns Npas
rpaxkgaH Nullb Mo rnpusHakam coumanbHON,
pacoBOW, HALMOHANLHOM, A3bIKOBOW NN pe-
JNINTMO3HOW NPUHAANEXHOCTN, YTO HE BMOJ-
He COOTBETCTBYET TPakTOBKE HeaMCKPUMN-
HaUMK, coaepXallenca B MeXayHapoOaHbIX
OOKyMeHTax 1 npennonararwLlei 3awmTty oT
auckpumMmnHauum no ntobomMy OCHOBaHUIO
(Hanpumep, B CT. 7 Bceobuueli aeknapaumm
npas 4yenoseka). [MonoxeHne o paBeHCTBE
npaB MY>XX4UMHbl 1 XEHLLNHbI B 3TOM CMbIC/e
Masno 4To AobaBnseT, yunTbiBas BBeAEHHOE
B Hay4HbIX 060POT NOHATUE MHTEPCEKCYaSb-
HOCTW.

Mexay TeMm paBeHCTBO W HEAUCKPUMU-
Hauusa SBNAIOTCA  OCHOBOMOMAralWmMmMn
NPUHUMNaMN MeXayHapoaHOro npasa npas
4YenoBeKa M HEOTbEMJIEMbIM 3JIEMEHTOM Ye-
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JIOBEYECKOro [OCTOMHCTBA. duckpumuHa-
uMs o3HavyaeT nboe pasnuume, UCKIYe-
HWe, OrpaHnyeHne nnn NpeanoyTeHne, Um
NHoe anddepeHunpoBaHHoe obpalleHune,
KOTOPOE NPSIMO MM KOCBEHHO OCHOBAHO Ha
3anpeLleHHbIX NpuaHakax ANCKPUMUHALUN
M KOTOPOE VMMEET LEeNbio Uin CneacTBueM
YHUYTOXEHNE WU YyManeHue npu3HaHus,
MCMNONb30BaHMSA WA  OCYLLECTBNIEHUS Ha
paBHbIX Havyanax npae Yyenoseka. O guckpu-
MUHaUMW cnepyeT roBOpuUTb B TEX Cy4ask,
ecnm 060CHOBaHMe NPOBOAUMON B TOM UK
VHOM crniyqae anddepeHunaumm He aengdeT-
CSl pa3yMHbIM N OOBLEKTUBHbLIM, YTO B CBOIO
oyepenb, npeanonaraeT OLUEeHKY TOro, ABJsi-
IOTCS NN UeNb 1 pe3ynbTatbl MPUHUMAEMBbIX
Mep nnn 6e3aencTBms 3akOHHbIMWU, COBME-
CTUMbIMM CO CTaHAaapTamu B 061acTu npas
yenoBeka M CNOCOBCTBYOWMMKN OBLLEMY
©6naroCocTosiHMIO B JEMOKpPaTUYeckoM 06-
wecTse. MNpu aTomM AomkHa obecneunBaTbcs
COpPa3MepPHOCTb MPUHUMAEMbIX Mep U MNo-
CTaBNEHHOW Lenu.

He coBcemM ygayHo, Ha Haw B3Ma4,
chOopMyNMpoBaH 1 3anpeT Ha MeANLMHCKOE
BMelwaTenbcTBo. CornacHo cT. 21 KoHcTu-
Tyumn PP, HUKTO He MOXeT ObiTb 6e3 A0-
OpPOBONBLHOIrO Cornacusi NOABepPrHyT Meam-
LMHCKMM, Hay4YHbIM U UHBIM OMbiTaMm, 0f-
HaKo, npepgnaraemMble MeToAbl KOPpPEeKUUn
rmnepaHaporeHmn, paccMaTpruBaemMonm Kak
dakTop, Aarowmii HeoB60CHOBaHHbIE KOHKY-
PEHTHblE MPEeuMyLLecTBa B OTAENbHbIX BU-
[ax crnopTa, CBA3aHHble C MPOAOIKUTENb-
HOW rOpMOHaNbHOM Tepanuen, MeguuuH-
CKMM OMbITOM Ha3BaTb HENb3S. He cnyvyanHo
B MeXAyHapoaHOM npakTuke B MNOA0OHbIX
cnyyasix roBOpsT O HeOOoNyCTUMOM Meau-
LIMHCKOM BMeLlartensctsae [1].

Bonee yHuBepcanbHbl B 3TOM CMbICe
MOJIOXEHUNS, FAPAHTUPYIOLLME OXpaHy [o-
CTOMHCTBA JINYHOCTM FOCyOapCTBOM, yCTa-
HaBNMBAIOLWME 3anpeT Ha XecTokoe Wnuv
YHUXAIOLLEE YenoBe4vyeckoe [OCTOMHCTBO
obpaweHne (cT. 21 KoHCTUTyummn), 3akpe-
NASIOWME NPaBO Ha JIMYHYKD HEMPUKOCHO-
BEHHOCTb (CT. 22 KOHCTUTYLMK), HA OXpPaHy
3n0poBbsa (CT. 41). NocneoHee Tem 6onee
BaXHO, yunTbiBas, 4to CoBet OOH no npa-
BaM 4esioBeka CBA3blBaeT 00653aTeflbCTBO
cobnogate NpaBO KaXAOro yenoseka Ha
HaMBbICLUUIA OOCTUXUMBbIA YPOBEHb GU3nye-
CKOIO U MCUXMYECKOr0 300P0BbS C MPUHATU-
eM ycunumin B 6opbbe ¢ yKopeHmBLIEeNcs amc-
KPpUMUHAUVEN B OTHOLLEHUN XEHLLUNH B cdhe-
pe cnopTta U GU3N4YecKom akTUBHOCTM (n.
65), a Takke 0TKa30M OT NPOBEAEHMUS NONU-
TUKW, KOTOPas BbIHY>XAAET, NPUHYXAAET Un
MHbIM 006pa30M 3acTaBsieT XEHLMH-CNop-
TCMEHOK MPOXOAUTb HEeHYXHble, HeobpaTu-
Mbl€ 1 BpeaHble MeaLUVHCKME NpoLenypbl,
NO3BOJIAIOLLNE MM Yy4aCTBOBaTb B COPEBHO-

BaHUSAX B KayecTBe XeHwuH (n. 57) [2].B
3TOW CBSA3M NpaBO Ha PUINYECKYIOD HEMPU-
KOCHOBEHHOCTb HaX0aUT CBOE BblpaXeHne B
npase KOHTPOMPOBATb BCE aCMNeKTbl CBOErO
300pOBbsl, TPeOOBaTb YBaXEHUS TeNeCHOW
aBTOHOMUM N HEMNPUMKOCHOBEHHOCTU U CBO-
604HOM MPUHATUM PeLleHns No BONpocam,
KacalowymMcs CBOeli cekcyasnlbHOoCcTM 6e3
OMCKPUMUHALUMN, NPUHYXOEHUS N HACUIUS.

YKa3aHHble KOHCTUTYLMOHHbIE MOJIOXE-
HUS B TOW UAN MHOM CTENEHW NMOyyaloT pas-
BUTWE B OTpacieBOM 3aKOHOAATENbCTBE,
roe ocobo 3HauYUMbIMK NPencTaBnsioTCS
nonoxeHus o6 3anpete AUCKPUMUHALMA B
crnopTe, BOBMOXHOCTU reHaepHom Bepudu-
KaumMm, a Takke KOPPEeKUUU HapyLleHun
dopmMmpoBaHma nona.

3anpeTt Ha AUCKPUMUHALMIO 3akpenns-
€TCS B Ka4yeCTBe 0HOIr0 N3 OCHOBHbIX MPUH-
LLMMNOB, HA KOTOPbIX OCHOBbLIBAETCS POCCUI-
CKO€ 3aKOHOOaTeNbCTBO O (PU3NYECKON
kynbType u crnopte [3].Mpn 3TOM HENBL3S He
OTMETUTb Pa3paboTKy N BHEAPEHUS Mexa-
HVU3MOB OPUCOVKLMOHHOM 3alUmTbl CAOP-
TCMEHOB MocpeacTtBoM apbutpaxa (Tpe-
TeNcKoro pasbuparenscTea), agMUHUCTPU-
PYEMOr0O MOCTOSIHHO AENCTBYOLWMM apbu-
TPaXHbIM Yy4pexXgeHVeM, paccMaTpuBato-
MM cnopbl B NpodeCcCroHanbHOM CNopTe 1
CropTe BbICLUMX OOCTUXXEHWUIA, B COOTBET-
CTBMM C 3aKoHOJaTesnbCTBOM Poccuinckon
depnepaummn 06 apbuTtpaxe (TpeTenckom
pa3bupaTenbCTBe) C y4eTOM 0COBEHHOCTEN,
00OyCnoBNEHHbIX crneundukor paccmaTpu-
BaeMbIX CrMOPOB, 4YTO CTasi0 OTBETOM Ha
CNpaBeasiMBYO KPUTUKY CMeLmMannctoB [4,
c. 92-95].04H1M 13 BONPOCOB, BXOOSALWMX B
KOMMETEHLMIO Takoro apbutpaxa aBaseTcs
BOMPOC O J0Mycke K CNOPTUBHbLIM COPEBHO-
BaHusM (N. 1 4. 1 cT. 36.3 3akoHa o cnopTe).

3acnyxmBaeT BHUMaHUS 3aKOoHOOATENb-
HbI NOAXOA K 3aKPEMNIEHUIO B3AMMHBbIX NMPaB
1 06513aHHOCTEN CMOPTCMEHA 1 CIIOPTUBHOMN
opraHuMzauuu, o6bemM KOTOpbIX, Kak creayeT
m3 cT. cT. 34.3 n 34.4 3akoHa O cnopTe,
onpepensietcs denepanbHbIM - 3akoHOAA-
TENbCTBOM O GU3NYECKON KYyNbTYpE 1 CNop-
Te, y4ypeamTenbHbIMU OOKYMEHTaMU U NO-
KanbHbIMWN HOPMATUBHLIMW aKTaMu OpraHu-
3aumn,  OCYLLECTBASAIOWEN  CMOPTUBHYIO
noAroToOBKY, @ Takxke A0roBOPOM OKaszaHud
ycnyr no CnopTMBHOW noarotoeke. [lpu
3TOM BOMPOC O cobnoaeHun TpeboBaHni
HEKOTOPbIX MEXAYHApPOAHbIX CMOPTUBHbIX
opraHusaumin B 4acTu reHaepHom sepuou-
KauMm 1 KOPPEKLMM HaPYLUEHUI pasBuTUS
rnona, Hanpumep, MexayHapoaHom accoum-
aunmn nerkoatneTmyecknx depepaunii, m3s-
BECTHOWN CBOEN MPUBEPXEHHOCTBIO AAHHOM
nonutuke, GakTM4eckn NoBUCaeT B BO3AY-
Xe, MOCKOJIbKYy CaM 3aKOH ycTaHaBnMBaeT
NNWb NPUOPUTET MEXAYHAPOLHbIX AOrOBO-
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poB Poccuiickon Pepepaumn (CT. 4 3akoHa
0 cnopTte). B T0 xe Bpems 0683aTeNbCTBO
pykoBoAcTBOBaTbCA AokyMeHTaMmu NAAD n
EA BbiTekaeT 13 Yctaa OOLLEPOCCUINCKOM
obLecTBEHHOM opraHusaumn «Bcepoccuin-
ckas denepauys NErkon atneTuku», Co-
rMacHoO KoTopomy, ecnn KOoHCTUTyuusimm
MAAD un EA, npaBunammn n pernameHTamm
MAAD n EA, VHBIMN pernameHTUpyoLWwuMm
nokymeHtamn WMAAD u EA ycTaHOBJEHbI
VHble, YeM B HacTosLLEeM YcTaBe, Nosioxe-
HUS N UMEIOTCS MPOTUBOPEYNS B UX MOHU-
MaHuUN, TO MPUMEHSIOTCA NMONoXeHns KoH-
ctutyumm MAAD 1 EA, npaBun n pernameH-
ToB IAAD 1 EA 1nun NHbIX pernameHTupyto-
wux nokymeHtoB MAA®D n EA (nn. 1.5, 1.6
YcrtaBa) [5].04eBuaHO, 4TO C 0OLLLEeTEOPETU-
YeCKMX MO3ULMIA 3TO MOPOAUT KOAIN3UIO,
MOCKOJIbKY pedb naeT 06 yCTaHOBNEeHUM O0-
MOJIHUTENBbHBLIX U MOKa elle CNOpPHbIX orpa-
HUYEHNI O0MNycKa K y4acTuIo B MEXAyHa-
pOAHbIX copeBHOBaHuSAX. Npaspa Bpsg, v
crnopTcMeHaMm NpuaeT B rofloBy ocnapuBaThb
Mpasuna NAAD B poccuiickom cyae.

MogHumasa BONPOC O 3aKOHOOATENbHbIX
OCHOBax reHaepHor Bepudukaumm Henbas
He OTMEeTUTb TPU acnekTa NPobaemMbl: OCHO-
BaHUS MOJIYYEHUS] TEHETUYECKM 3HAYMMON
vHbopMaLmn, Nnpenesnsl ee UCMNoJib30BaHUS U
obecneyeHne KOHOUAEHLMANBLHOCTU MOJy-
YEHHbIX AaHHbIX. YuuTbiBad, 4To Poccuiickas
denepaums He patndunumpoBana MexayHa-
pOOHbIE AOrOBOPbLI MO BOMPOCAM FEeHEeTUKU
yenoBeka, B TOM ymcie KoHBeHUMIO 0 3aLmTe
npae 1 4e/TOBEYECKOrO AOCTONHCTBA B CBA3M
C NMPUMEHEHNEM AOCTUXEHUA Buonorum u
MeamuunHbl: KOHBEHLMSA O NpaBax Yenoseka u
ounomeaomunHe (ETS N2 164) (OBbemo, 4
anpens 1997 ropa), cnenyet ucxoamTb U3
TOro, 4TO OHU UMEIOT AJ19 NPaBONPUMEHMNTE-
NSl pekoMeHpaTenbHoe 3HaveHne. B yacTHo-
CTW, B HEWN NPOBO3rnallaeTcs naes o ToM, 4To
MHTepechbl 1 Gnaronosiydne oTAenbHOro ye-
JIOBEKA, B OTHOLLEHNN KOTOPOro NPOBOAATCS
reHeTu4eckme TECTbl, AOJKHbI NPeBanmpo-
BaTb HAaZ MHTEpPecamMu OOLLLECTBA UM HAYKK,
a nobas dopma ANCKPUMUHALMKN B OTHOLLIE-
HUM nUa MO MNPU3HAKy €ro reHeTU4eckoro
Hacneausa 3anpeLaeTcs.

lapaHTnen peanmsaumm 3TUX NONOXKEHUN
SIBNSIETCH TO, YTO, BO-NEPBbIX, FTEHETUYECKOE
nccrnegoBaHme, paccMmaTpmBaeMoe kak Me-
OVNUMHCKOE BMeLllaTenbCTBO, MOXET OCy-
LLEeCTBAATLCS NIMLWb MOCAE TOro, Kak cooT-
BETCTBYOLLIEE NMLO AACT Ha 3TO CBOE A0-
OpOoBOILHOE MUCbMEHHOE corylacue Ha oc-
HOBaHUW CBOEBPEMEHHO MOJIYHEHHOW WH-
dopmaumm 0 Lenun n xapaktepe BMeLLaTeNb-
CTBa, a TakXe O ero nocneacTBUsX N puckax.
Bo-BTOpPbIX, OHO OOJIKHO OCYLLECTBSATLCA B
COOTBETCTBUM C NPODECCUOHANIbHbIMU TPE-
6oBaHMSMU U cTaHgapTaMmy Npu O4HOBpE-

MEHHOM ObecneyvyeHnn npasa Kaxaoro 4ye-
fioBeKa Ha yBaXeHue CBOE YaCTHOM XU3HU.
Mpobnema Koppekuun HapyLleHuin dop-
MMPOBAHWSA MNona Kak yCloBme [onycka K
y4aCTMIO B HEKOTOPbIX BMAAX CMOPTUBHbIX
COpPEBHOBaHUM TpebyeT aHanuMsa nonoxe-
HU POCCUNCKOro 3aKkOHOOATENbCTBA OTHO-
CUTENIbHO YCNOBUI 1 NPenenoB MeamnuuvH-
CKOro BMellartenbcTBa. [1pexae Bcero, peyb
JOKHa Mot NHOOPMUPOBAHHOM [06PO-
BOJIbHOM COMlacun Ha 3TO, YTO MeXxayHa-
POAHbIM COOBLLLECTBOM NPU3HAETCS B Kaye-
CTBE OHOro M3 OCHOBOMOJSarawLwmx ane-
MEHTOB Mpasa Ha 340POBbE N paccMaTpu-
BAETCS HE NPOCTO Kak OTCYTCTBME BO3paAXe-
HUA NPOTMB MEAMLMNHCKOrO BMeELUaTENb-
CTBa, a NPMHATOE LOOPOBOILHO U AOCTATOY-
HO 0BOCHOBaHHOE cornacve Ha MeguLUMH-
CKOe BMeELLATeNbCTBO, YTO rapaHTupyeT
y4yacTve nuua B MPUHATAN MEAMLMHCKUX
peLleHni n Bo3naraeT Ha MeaULMHCKNX pa-
OOTHMKOB COOTBETCTBYIOLLME GYHKUUN U
00653aHHOCTU. OTUKO-MPaABOBOM OCHOBOM
3TONM KOHLENUUN SBNSeTCS HEOOXOANMOCTb
YBaXEHUs HEe3aBMCMMOCTU MNaumeHTa, ero
npaBa Ha CaMOCTOSATENbHbIN BbIOOP, €ro
dU3NYECKOM HEMPUKOCHOBEHHOCTU U Gna-
rococtosiHus. lpyn 9TOM MHTepcekcyabl
NPU3HAIOTCHA B Ka4yeCTBe rpynrbl, 3aCinyXu-
BaloLLen 0C060ro BHMMaHMS C TOYKM 3pEeHUs
3aLLnMTbl OCO3HAHHOIO Cornacus, B CUy yas-
BMMOCTW, 0OYCIOBNEHHOW pa3nnyHbIMU 00-
CTOATENbCTBAMU, KOTOPbIE B 3HAYUTENLHOM
CcTeneHn ycyrybnsioT HepaBeHCTBO [2].

B COOTBETCTBUM C MPUHATLIMU MEXAYHA-
POAHbIMU CTaHAapTamMu B 0651acTy Npae ye-
noeeka cT. 20 depepanbHOro 3akoHa OT
21.11.2011 N2 323-P3 «O6 ocHoBax oxpa-
Hbl 30,0P0BbS FrpaxaaH B Poccuiickon depne-
pauumn» 3akpennseT NOJ0XeEHNE O TOM, 4TO
haya MHPOPMUPOBAHHOIO AOOGPOBOJIBHOIO
cornacus rpaxgaHvHa uiam ero 3aKOHHOro
npeacTaBuUTeNs Ha MeOULMHCKOE BMeLla-
TENbCTBO ABNSETCHA HEOOXOAUMBIM NpenBa-
pPUTENIbHBIM YCJIOBMEM €r0 OCYLLECTBIIEHNE.
lapaHTMeln BNOAHE OCO3HAHHOMO MPUHATUSA
COOTBETCTBYIOLLErrO peLleHns SBAseTca To,
4YTO OHO AOJIXHO 6a3vpoBaTbCs Ha Npeno-
CTaBNEHHON MeAMUMHCKMM pPaboTHUKOM B
noctynHom dopme nonHom nHdpopmaumm o
uensix, Metogax oka3aHus MeOULMHCKOM
NOMOLLY, CBS3AHHOM C HUMW pUCKe, BO3-
MOXHbIX BapMaHTax MEANLMHCKOrO BMeLLla-
TenbCTBa, O €ro NOocneacTBusx, a Takke O
npeagnonaraemMblx peaynabraTtax okKa3aHus
MeOVLMHCKOM nomMoLy [6]. Mpu aTom rpax-
JaHWH BrpaBe 0oTka3aTbCs OT MEOULIMHCKO-
ro BMeLwaTenbcTBa uan notpeboBaTtb €ro
npeKpaLLeHns, 3a UCKIIOYEHNEM CIy4aEB,
ncyepnbiBaoLe onpeneneHHbIX 3aKOHOM U
He 3aTparmsaroLlimx paccMaTtpueaemble OT-
HOLLEHWS.
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He 3aTparvBaeT BOMPOC reHETUYECKMX
WNCCNeoBaHN 1 KOPPEKLMN HapyLUeHWI
passutug nona u MNMpukasd MuH3gpasa Poc-
cum ot 30.05.2018 N2 288H, yTBEPAMBLUMI B
COOTBETCTBMU C TpeboBaHUAMMK CT. 42.1 yka-
3aHHOro Bbllwe 3akoHa Nopagok opraHusa-
UMM MeaMKOo-61onornyeckoro obecneveHus
CMOPTCMEHOB CMOPTMBHbLIX COOPHbLIX KO-
MaHpg, Poccuiickoin depepaunmn, HeCcMOTpS
Ha TO, YTO OH MpefycMaTpuBaeT UX yriy-
OneHHoe MeauumHCcKoe obcnenoBaHune. B
TO X€ BPEMS NPeaMETOM aHanmM3a sBnsieTcs
YPOBEHb TECTOCTEPOHA B KPOBWU [7], 0AHAKO,
CBSI3bIBaTb 9TO C MOMbITKOW YCTAHOBEHUS
HapyLLIeHU pa3BUTUS nosa Bpsia, N NpaBo-
MEPHO, MOCKOJIbKY peyb MOET CKOPEE O NMpo-
Bepke cobnaeHns aHTUOOMUHIOBLIX Tpe-
OOBaHUI 1 BbIABIEHUN 3K30r€HHOro TeCTO-
CcTepoHa.

Boo06Le roBopuTb 0 CUCTEMHOM MOOXO-
[e K NpaBOBOW perfiaMeHTauum reHetmye-
CKUMX nccnenosaHnii B Poccumy He NpuxoauT-
ca. B HacTodwee BpeMaA MpUHATbI U Oei-
CTBYIOT ABa pefepanbHbix 3akoHa: «O rocy-
[ApCTBEHHOM perynnposaHun B obnactu
FEHHO-MHXEHEePHON OeAaATeNnbHOCTU»0T 5
mions 1996 r. N2 86-d3 [8]u «O rocynap-
CTBEHHOW reHOMHOW peructpauum B Poc-
cuickon ®epepaumn» ot 3 nekabps 2008 r.
N2 242-P3 [9]. OgHako nocneaHuin kKacaeT-
csl NnLb 0653aTeNbHOM 1 AOOPOBONILHOM re-
HOMHOI perncrTpaumm B LEensix ycTaHoBe-
HUS JIMYHOCTM U NPeAcTaBnsieT MHTEpPec
TONIbKO C TOYKM 3peHus GOopMUPOBaAHUS
npeactaBneHnii 06 o6beme reHeTun4eckon
nHdopmauum. B yacTHOCTM, OoroBapvBaeT-
C$l, 4TO peYb B HEM MOET NMLLb O FEHOMHOMN
nHpopMauum, TO eCTb NEPCOHANBbHbIX OAH-
HbIX, BKJIOYAIOWMX KOAMPOBAHHYIO WUHGOP-
Maumio 06 onpeneneHHbIx pparMeHTax ae-
30KCUPUBOHYKIEMHOBOM KUCAOThbI puranye-
CKOro fiMua, He xapakTepu3ayoLLmnx ux puau-
onormnyeckme ocobeHHocTn. O4eBMAHO, 4YTO
€C/n B Ka4yecCcTBe LeNn 1UccnenoBaHus Bbl-
CTynaeT NpoBefeHue reHgepHom Bepudu-
KauMm, TO FeHOMHOM uHpopmMauum 6yaet
HeJoCTaTO4HO.

MpobnemaTnyHbIM ABNSETCA N obpalle-
Hue K HopMmam PepepanbHOro 3akoHa «O ro-
CYOAPCTBEHHOM pEryinpoBaHum B obnactm
FEHHO-UHXEHEPHOW  OEeSATEeNbHOCTU», MO-
CKOJIbKY 3akoHoAaTesnb orpaHuumn coepy
€ero oencTBuma peryanpoBaHneM OTHOLLEHUN
B cdepe npmpoaononb3oBaHUsl, OXpaHbl
oKpyXxatoLLeli cpeabl, obecneyeHnst 9Koo-
rmyeckor 6e30MacHOCTU 1 OXPaHbl 300PO-
BbSl YENOBEKA, BO3HUKAIOLLMX MPU OCYLLECT-
BJIEHNN FEHHO-WUHXEHEPHOM AEeATENbHOCTU
(cT. 1). C ogHOM CTOPOHbI, B pe3dyfbrate n3-
MeHeHul, BHeceHHbix B 2016 rogy [10]B
chepy oencTeus OAHHOrO 3akoHa nonano
300pOBbE YesloBeEKA, O4HAKO, elle paspa-

60TUYMKM COOTBETCTBYIOLLEr0 3aKOHOMPOEK-
Ta OTMeYanu, YTo OH HamnpasfieH UCKIYM-
Te/lbHO Ha COBepLUeHCTBOBaHWE rocyaap-
CTBEHHOro perynmpoBaHust B 06n1acTu reH-
HO-UHXEHEPHOW OeATENbHOCTN NyTEM BBE-
OEeHNs MOHUTOPUWHIa BO3AENCTBUS Ha Yeno-
Beka N OKpyXalollyld cpeny reHHO-UHXe-
HEepHO-MOANMDULIMPOBAHHBIX OPraHN3MOB U
NPOOYKUUKM, MOJSTIYYEHHOW C MPUMEHEHNEM
Takux OpraHnM3MOoB U cofepKalleln Takme
OpraHM3Mmbl.

OTyacTu B pOCCUINCKOM 3aKOHOOATENb-
CTBe yperynmpoBaH Bonpoc o6 obecneve-
HUM KOHPUAOEHUMANBHOCTN FeHeTU4eCKOWn
MHbOpMaLMK KaK 3fieMeHTa NepcoHasbHbIX
NaHHbIX. [1py 3TOM, C TOYKWN 3peHus coaep-
XaHug Takom nHopMaLum peyb NOET O crne-
LManbHOM KaTeropum nepcoHasbHbIX OaH-
HbIX, 06paboTka KOTOPbLIX He AonyckaeTcs,
3a UCKJIlOYEHMEM CnyvyaeB, NPeayCMOTPEH-
HbiX 4. 2 cT. 10 depepanbHoro 3akoHa «O
NepcoHasbHbIX AaHHbIX» OT 27 mnonsa 2006 r.
N2 152-®3 [11]. K TakOBbIM, NPUMEHUTEb-
HO K CMOPTCMEHaM MOryT ObITb OTHECEHbI
[Ba OCHOBaHUS:

1) obpaboTka NepcoHasbHbIX OaHHbLIX B
MeauKo-npodunakTUHecKux Lensax, B Lensx
YCTaHOBNEHUS MeAMUMHCKOro AmarHosa,
OKa3aHus MeOVLMHCKUX U MeOuKO-COoLM-
anbHbIX YCAYr Npu ycnoBuu, 4to obpaboTka
NMepcoHasnbHbIX [OAHHbIX OCYLLECTBASETCSH
MUOM, NPOdECCUMOHANTBHO 3aHNMAIOLLIMMCS
MEeOVLNHCKO [OeATEeNbHOCTbIO U 0653aH-
HbIM B COOTBETCTBMM C POCCUNCKNM 3aKOHO-
NaTenbCTBOM COXPaHATb BpayeOHyto TaliHy;

2) obpaboTka NepcoHasibHbIX AaHHbIX
YIEHOB (Y4aCTHMKOB) OOLLLECTBEHHOIO 0Ob-
e[VHeHs (B AaHHOM cJly4ae CropTMBHOIO)
OCYLLIECTBNSETCA COOTBETCTBYIOLLMMN 0O-
LWEeCTBEHHbIM 00beAVHEHMEM, OEeNCTBYIO-
LWVM B COOTBETCTBMM C POCCUIACKMM 3aKO-
HO4ATEeNIbCTBOM, AJ151 AOCTUXKEHUS 3aKOHHbIX
uenei, npeayCMoTPEHHbIX UX ydpeanTesb-
HbIMW AIOKYMEHTaMU, NPU YCIOBUW, H4TO Nep-
COHasbHblE AaHHble He ByayT pacnpocTpa-
HATbCA 6e3 cornacus B NMCbMeEHHOM Gpopme
CyOBLEKTOB NEepPCOHasIbHbIX AaHHbIX.

C TOYKM 3peHUs xapakTepa AaHHbIX, UX
MOXHO OTHECTU K KaTeropum buomeTtpuye-
CKWX, TO eCTb XapakTepumayloLmx Gruanono-
rmyeckme n Guonornyeckme ocobBeHHOCTU
yesioBeka, Ha OCHOBaHUN KOTOPbIX MOXHO
YCTaHOBUTb €ro Nn4HocTb. OgHaKo Henb3s
He OTMETUTb, YTO O FreHeTU4eckom MHGOoP-
Mauumn 3aKkoHodaTesNlb HEeMOCPeACTBEHHO He
rOBOPUT.

Cnenyet OTMETUTb, 4TO NMOMbITKM Ucnpa-
BUTb 3Ty CUTyauMiO NpeanpuHUManncb B
2017 roay, korga BO UCNOMHEHVE MOPYYEHNS
MNpesnpeHTa Poccurickon denepauum ot 1
nekabps 2017 r. N2 Mp-295 6bin pazpadboTaH
MpoekT denepanbHoro 3akoHa «O BHece-
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rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

HUM n3MeHeHuin B ctaTthio 11 PeaepanbHOro
3akoHa «O nepcoHasnbHbIX AAHHbIX» WU CTa-
Tbto 39.1 3akoHa Poccuiickon depepaumm
«O 3awmTe npae notpebuTenel» B 4actu
YCTaHOBNEHMST OCOOEHHOCTEN 00paboTkun
NEePCOHANbHbIX OAHHbIX, MOMYYEHHbIX W3
OMONOrM4EecKoro N reHeTUYecKoro MmaTepu-
ana yenoBeka W 0Ka3aHUs YCIyr, CBA3aHHbIX
C 1cnonb3oBaHMeM 1 obpalleHnem 6mono-
rMYEeCKOro 1 reHeTMYeCKoro Martepuana ye-
noeeka». Im npegycmaTpurBanochb yCTaHOB-
JIeHne B KayecTBe npegmeTa 3alUTbl UH-
dopmMaLmm 0 YenoBEKE, NOSTYHYEeHHOW U3 ero
6vomaTtepuana, KOTopbln COAEPXUT FrEHOM-
HYIO MHOOPMaUMIO, MO3BOMSIOLLYIO MOJY-
YNTb O HEM [OMNOJSIHUTENbHbIE CBEAEHUS (O
COCTOSIHUM 300pPOBbs, MNUTaHus, obpasa
XWN3HU, NOBEAEHYECKMX OCOOEHHOCTSX, YyB-
CTBUTENBHOCTM K  apMaKkosIormieckmum
npenaparam unm annepreHam, n gpyrux nH-
AvBunayanbHbIX xapaktepuctukax). Kpome
TOrO, OH cogepxan MNpsMOe ykaszaHue Ha
BO3MOXHOCTb YycTaHoBneHus [lpaButenb-
ctBoM P® npaBun okasaHusi ycnyr, B TOM
yncne MeaouUMHCKMX U UHbIX, CBA3AHHbIX C
ncnosib3oBaHMEM 1 obpalleHrnemMm 6uonorm-
4YecKOro M reHeTM4Yeckoro marepuana, 4to
OblN10 NPU3BAHO YCTAHOBUTL AOMNOSIHUTENb-
Hble Mepbl 3aLUMTbl rpaXaaH OT HEKOHTPO-
NIMPYEMOro pacnpocTpaHeHns Takmx ceeae-
HUM O HUX, KOTOPbIE UMEIOT JINYHbIN Xapak-
Tep.

Mpn 3TOM 3aKOHOMPOEKT Bbl/1 HE INLLEH
npoTtneopeymin. B yacTtHocTh, ero paspa-
60TUMKM Npegnarany OononaHUTb 4. 2 cT. 10
denepanbHOro 3akoHa «O nepcoHanbHbIX
[aHHbIX» NMOJIOXXEHNEM O TOM, 4TO 0OpaboT-
Ka reHeTMYeCKN 3Ha4MMOon nHdopmaumm, To
€CTb OelCTBUSA (onepauunmn) C Her, Bko4as
nonyyeHune (cOop), cmctemaTn3aumio, Hako-
nieHve, XpaHeHue, yTo4yHeHune (obHoBne-
HVEe, N3BMEHEHWE), UCMONb30BaHNe, pacnpo-
CTpaHeHue (B TOM Yncne nepenady) 1 yHu4-

TOXEHNE reHOMHOW MHGOPMaLMM OCYLLLECT-
BNSiIeTCA B COOTBETCTBMU C DepepanbHbiM
3akoHOM«O rocygapCTBEHHOM TFEHOMHOMN
peructpaummn B Poccuiickon Pepepaumm».
[Mpy 3TOM He y4uTbIBalOTCA cneundunieckmne
LLesI UCMOJIb30BAHUS FEHOMHOW MHMOpPMa-
umun (NnpenynpexneHne, packpbiTue 1 pac-
crnefoBaHMe MNPECTYMIEHNN, BbISBIEHVE U
YCTaHOBJIEHNE NNL, WUX COBEPLUMBLUUX, PO-
3blCK NponaBLnx 6e3 BeCTU NnL, YCTaHOB-
JIEHVWE JNNYHOCTU YenoBeKka, Yel Tpyn He
0MO3HaH NUHbIMM cnocobamu, YCTaHOBJIEHNE
POACTBEHHbBIX OTHOLLUEHWUI Pa3blCKMBAEMbIX
(ycTaHaBnmBaeMbIx) 1uL), a Takke BeCbMa
OrpaHMYEHHbIN KPYr CYObLEKTOB, MMEIOLLIMX
[OCTyn K Hen (Cyabl, OpraHbl NpeasapuTesb-
HOrO CNeACTBMS, OpraHbl JO3HAHUA U opra-
Hbl, OCYLLECTBASIOWMNE ONEepaTMBHO-PO-
3bICKHYIO OefTenbHOCTb). B cuny atoro 3a-
Jadya 3alnTbl AAaHHbIX O YEN0BEKE, MO3BONS-
IOLWMX MOYy4YUTb O HEM [ONOSHUTESNIbHbIE
cBefeHns (0 COCTOSIHUW 340POBbs, NUTa-
HUS, obpasza Xn3HW, NOBEAEHYECKMX OCO-
OEHHOCTSIX, YYBCTBUTENBHOCTN K dpapmako-
JIOrM4yeckum npenapartam unm annepreHam,
M APYrnx MHONBUAYANbHbIX XapakKTepucTu-
Kax) He peLuaeTcs.

BhbiLen3anoxeHHoe NO3BONSET KOHCTATU-
poBaTb OTCYTCTBUE CUCTEMHOIO Noaxona K
NnpaBoOBO pernameHTaLmm nony4YeHms n ob-
paboTKN TeHeTMdyeckor WuHdopMaunn He
TONIbkO B cepe cnopTa, HO U B ApYyrux o0b-
NacTsx, HECMOTPSA Ha BCE PaCLUMPSIOLLYIOCS
NMPaKTUKy MCMNOb30BAHUS MOJIYHEHHbIX NPU
aToM pes3ynbratoB. Kak npegcrtaBngercs,
COBPEMEHHbI YPOBEHb PA3BUTUSA TEHETUKM,
a Takxe MHoroobpasue ¢opm 1 cnocobos
MCMOSIb30BaHUSA AOCTUXKEHUN 3TON HayKum
TpebyloT pa3paboTkM MOSIHOLEHHOrO 3aKo-
Ha, KOTOpbIM crnocobeH co3paTb NPaBOBYHO
OCHOBY Kak OJ1s NMPOBeAEHUS Takux nccne-
JOBaHWM, Tak W 3aWmUTbl NPaB U 3aKOHHbIX
MHTEPECOB 3aTparnBaeMbiX UMW JINLL.
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MUCNOJIb3OBAHME FEHETUMECKOM
UHOOPMALIUM NPU OCYLUECTBJIEHUM
CTPAXOBAHUSA: COBPEMEHHBLIE NPOBJIEMbI
M NEPCNEKTUBLI UX PELUEHMUSA'

Suvorova E. I., Nikiforov V. V., Istomin N. P., Bartsits H. L., Zaikin S. S.

THE USE OF GENETIC INFORMATION

IN THE IMPLEMENTATION OF INSURANCE:
CURRENT PROBLEMS AND PROSPECTS
FOR THEIR SOLUTION

lloBbiLeHNE 3 HEKTUBHOCTN OLLEHKM PUCKOB NP OCYLLIECTBIEHUN JINYHO-
ro cTpaxoBaHusi HEBO3MOXHO 6e3 1Cro/ib30BaHsI OCTUXEHWIE COBPEMEHHOM
Haykun. 3T0 00YyC/I0B/INBAET MOBbILLIEHHbIA MHTEPEC K UCIMOJIb30BaHWIO CTpa-
XOBLUNKAMW PE3Y/IbTATOB Fr€HETUHECKNX MCCIIEA0BAHM, YTO HAXOAUT CBOE Bbl-
paxeHne He TOJIbKO B 3aKOHOLAaTeIbCTBE U MPaKTUKE CTPAaXOBbIX KOMMIaHU, HO
Y B MEXAYHapOAHbIX PEKOMeHAaLMSIX 10 06pabOoTKe NepCoHaIbHbIX MeaNLINH-
CKUX JaHHbIX C LIeJIbI0 CTpaxoBaHus. Ha ocHoBe aHann3a 3apybexxHow rnpakTmn-
KW @BTOPbI BbIAEJISIOT MPUOPUTETHBIE HAMPaBJ/IEHVIS Pa3BUTHYS 3aKOHO4AaTE b-
CTBa B 370V chepe, B TOM Huciie: 3aKoHoAaresIbHoe 3akperiieHue 3arnpera Ha
JAOCTYrn CTPaxoBLUMKOB K FEHEeTUYECKOW MHGOpMaumn npu OCYLLEeCTBIEHU
06513aTe/1IbHOr0 MeANLIMHCKOro CTPaxoBaHUsl, @ TakxXe peasn3alLmm rnporpamMmm
KOJI/IEKTUBHOIO CTPaxoBaHvs, MpeaocTaBIeHNe CTpaxoBLUMKaMm rpasBa UC-
0/1b30BaThb PE3Y/IbTaTbl FEHETUYECKUX TECTOB MPUY OCYLLECTBIIEHUM CTPAaxoBa-
HUSI XU3HU, CTPaxoBaHWsi OT HECYaCTHbIX caydaeB n 6onesHer, JMC, ecav
cTpaxoBasi cymma OyneT rpeBsbilate 3aKOHOAATe/1bHO YCTaHOBJIEHHbIV YPO-
BEHb, NMPY OAHOBPEMEHHO PELLEHUM CAeAYIOLLUNX BONPOCOB: 1) ycTaHOBIEHE
pPasIMyHoro rPaBoBOro PexvmMma sisl UCroJib30BaHWs ANarHOCTUYECKUX U MPO-
rHOCTUYECKUX TECTOB, OrPaHN4Y1B MPUMEHEHUNE MOCIEAHUX C y4ETOM AOCTYIXU-
MOI0 B KOHKPETHbIX YC/I0BUSIX YPOBHS MX IOCTOBEPHOCTU, KOTOPasi MOXET ObIThb
B HacTtosiLee BpeMsi obecriedeHa rnpenmyLeCTBEHHO B OTHOLLIEHUY MOHOreHe-
TU4eckux 3aboneBaHuii; 2) onpegeneHne NCTOYHNKA PUHaHCUPOBAHUSI reHe-
TUHECKUX NCCAEenOBaHWM, B Ka4eCTBE KOTOPOro MOryT BbICTynarb CPeAcTBa
cucTeMbl 0653aTe/IbHOr0 MEeANLIMHCKOrO CTPaxoBaHUsl, y4UTbIBas X 3Ha4YeHue
/151 CBOEBPEMEHHOIO MPUHSITUST YCUITNL 10 COKPALLEHWIO HEraTuBHOIrO BJINSI-
HWSI Pa3JINYHbIX PaKkTOPOB Ha BO3HUKHOBEHWE 1 pa3BuTne 3aboseBaHusi;3) 3a-
KperiieHne BO3MOXHOCTY KOPPEKTUPOBKU CTPaxoBOro tapuga B 3aBUCUMOCTH
OT MPUHUMAEMBbIX 3aCTPAax0BaHHbIM JILLOM MEP 10 NMOAAEPXKAHWIO CBOEro 3/10-
poBbsi;4) peLueHne npobemM 3TMYECKOro Xxapakrepa, CBSI3aHHbIX C M0J1y4eHU-
emM rnoaobHOM nHGopmMaLmMm, 4TO CIYXXUT OCHOBOW AJ151 IPOBEAEHUS] AaJIbHEV -
LUMX NCCae[0BaHuni.

Kno4eBblie cnoBa: M4HOE CTPaxoBaHWE, FEHETUYECKOE TECTUPOBAHUE,
ANarHOCTUYECKNE TECThI, MPOrHOCTUYECKNE TECTbI, AMUr€HETUHECKNE U3ME-
HEHwUs.

Improving the effectiveness of risk assessment in the implementation of
personal insurance is impossible without the use of modern science. This leads
to an increased interest in the use of genetic research results by insurers, which
is reflected not only in the legislation and practice of insurance companies, but
also in international recommendations for the processing of personal medical

' ViccnenoBaHue BbIMOMHEHO NPpU GUHAHCOBON Nnoaaepxke Poccuitckoro ¢poHaa dyHaamMeHTanbHbIX Uccne-
nosaHuii (PODU) B pamkax HaydHoro npoekta N2 18-29-14056
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data for insurance purposes. Based on the analysis of foreign practice, the au-
thors identify priority areas for the development of legislation in this area, in-
cluding: legislative consolidation of the ban on access of insurers to genetic
information in the implementation of compulsory health insurance, as well as
the implementation of collective insurance programs; providing insurers with
the right to use the results of genetic tests in the implementation of life insur-
ance, insurance against accidents and diseases, VMI, if the sum insured will
exceed the statutory level, while addressing the following issues: 1) the estab-
lishment of different legal regime for the use of diagnostic and prognostic tests,
limiting the use of the latter, taking into account the achievable in specific con-
ditions of their level of reliability, which can now be provided mainly in respect of
monogenetic diseases; 2) determination of the source of funding for genetic
research, which may be the means of compulsory health insurance, given their
importance for the timely adoption of efforts to reduce the negative impact of
various factors on the occurrence and development of the disease; 3) consoli-
dation of the possibility of adjusting the insurance rate depending on the mea-
sures taken by the insured person to maintain their health; 4) solving ethical
problems associated with obtaining such information, which serves as the basis

for further research.

Keywords: personal insurance, genetic testing, diagnostic tests, prognos-

tic tests, epigenetic changes.

MonyyeHre pocToBepHOW MHbOPMaUUn
O BEPOSATHOCTU HACTYMJEHUS CTPaxOoBOro
cnyyas 1 pasmepa BO3MOXHbIX YObITKOB OT
€ro HaCTyneHns ABNAETCA BaXHOM COCTaB-
NFOWEN OTHOLIEHUI, BO3HUKAKOLLNX MEXAY
CTPaxoBLUMKOM 1 cTpaxoBaTenem. Npu ocy-
LLECTB/IEHUN JINYHOIO CTPaxOBaHUS MPUH-
UMnmManbHOe 3Ha4YeHVEe VMMEKT CBEAEHMS O
COCTOSIHUM 300POBbS LA, NOAJIEXALLErO
CTpaxoBaHuIO, a B ngeane 0 BO3MOXHOCTMU
pasBuTUA y Hero 3aboneBaHuin, C KOTOPbIMU
CBS13bIBAETCH HACTYMNJIEHME CTPaxXOBOro Cly-
yasi. OB6blYHO COOTBETCTBYIOLLNE PUCKM Bbl-
ABNSAIOTCA CTPaxoBLUMKAMM B NPOLIECCE aH-
KETMPOBAHUS, NHOTAA 3aTparmBaloLLLEro BO-
MPOCbI OTHOCUTENbHO HANMMYMA TEX UTN UHbIX
3aboneBaHuin y POACTBEHHUKOB. [Mpn HEO6-
XOAMMOCTU MOXET MPOBOAUTCH MeOVLVH-
ckoe obcnenoBaHme, K KOTOPOMY, BNPOYEM,
poccuiickne  CTPaxoBLMKM  npuberatoT
KpalHe penko, CTPeMsiCb PacLUMpuUTb Kau-
EeHTCKylo 6aasy.

B cuny aToro Bonpockl NCNoAb30BaHNUSA
CTPaxoBLMKOM pPe3ynbTaTOB reHeTU4ecKo-
ro TeCTMPOBaHUS Moka He npuobpenu Tomn
OCTPOThI, KOTOPas B cTpaHax 3anaaHoi Es-
ponbl, KaHaapl, ABcTpanun n CLLUA BbIHYX-
[aeT 3akoHoaaTens uckaTb peLleHne CBSA-
3aHHbIX C 3TUM NpobnemM. AHann3 3akoHoaa-
TeNbCTBA MHOCTPaHHbLIX rOCYAapCTB Moka-
3blBaeT GopMupoBaHMe 0OLLEr0 noaxona
OTHOCUTENIBHO 0TKa3a OT WCMOJIb30BaHUSA
reHeTu4eckor mHbopmMaumm B obs3aTesb-
HOM MEeAULMHCKOM CTPaxoBaHUW BBMAOY He-
obxogmmocTn obecrnedyeHnss  OOCTYMHOro
KaxxaoMy rpaxaaHuHy 6a30Boro MeauuyH-
cKkoro obcnyXmBaHusl, AONONHUTENbHO K-
HaAHCUPYEMOro rocygapcTBoM, dakTU4eckm
npUHMMaKLWMM Ha cebs  3Ha4YUTEeNbHYIO
4yacTb NOAOOHbLIX PUCKOB. B ocTanbHbIX Cry-

yasx npeanonaraeTcsi, YTO BO3MOXHOCTU
peanu3aummn CTpaxoBaTefieM AMCKPELMOH-
HbIX MOJIHOMOYMIA NPV BbIOOPE CTPaxXOBLLN-
ka, NapamMeTpOB CTpaxoBaHWS, CPOKOB €ro
OCYLLIECTBIEHUS, CTPAxXxOBOW CYMMbl, 4TO
NPakTUYecKn HeOOCTYNMHO MNPU KOEKTUB-
HbIX popmMax cTpaxoBaHWUsl, KOPPECNOHAN-
pyeT NpaBo CTpaxoBLMKa NoJly4aTb 6onbLue
nHpopmMauum O Hem, a, clenoBaTesibHO,
MMeTb A0CTYN K pe3ynbrataM reHeTU4eckmx
TectoB. OgHako cneunduka reHeTUYecKnx
nccnenoBaHUii, a Takke nosyd4aemMon B pe-
3ynbTaTte MX OCYLLUECTBAEHUS MHMOopMaLMn
obycnoenmBaet HeOOXOANMOCTb BBEOEHUS
psaa orpaHUYeHnin 4ns CTPaxoBLUMKOB.

Mpexpae Bcero, 3Ha4yeHne NpuaaeTcs xa-
pakTepy reHeTM4Yecknux TecToB, B OTHOLUEe-
HWM KOTOPbIX A5 Lener CTpaxoBaHUs cylle-
CTBYET HeobX0AMMOCTb pasdrpaHnynBaTh
ONarHoCTUYeckne 1 MNpPOrHocTUYeckme Te-
cThbl. [epBble NOATBEPXAAT NN UCKITIOYa-
0T AMarHO3, OCHOBaHHbIA Ha CyLLECTBYIO-
LWNX CUMMATOMax, NMpPOsBIEHMsX 3abonesa-
HWUS, BbISBAEHHbLIX MOMOLLIbIO MHbIX METOL0B
MeOVLIMHCKOWM AMarHOCTUKM U B 3TOM CMbIC-
Ne, No3BONAT NNLWb KOHKPETU3NPOBATL YXKe
MMeIoLMECs B PaACMOPSXKEHNN CTPAXOBLLN-
ka gaHHble. B cuny aTtoro ¢popmmpyeTcs no-
31LUMS, COrnacHo KOTOPOW, pedynbTaThl Ana-
FHOCTMYECKMX TECTOB MOIYT BbITb 3anpoLue-
Hbl CTPAXOBLLVKOM B COCTaBe Apyrov megm-
LMHCKOW JOKYyMEHTauunu.

B oTAnymMe oT HUX NPOrHOCTUYEeCKne re-
HeTUYeCKMe TeCTbl OPUEHTUPOBAHbI HA Bbl-
sIBIeHME pUcka BO3HMKHOBEHUNSA KOHKPETHO-
ro 3abosieBaHus, KOTOpoe NMM60 He BO3HMUK-
no, NMbo npoTekaeT beccumnToMHo. OaHa-
KO LOCTOBEPHOCTb NOCNEOHNX HEPEOKO CTa-
BUTCS MOA COMHEHME, MOCKOJIbKY B FEHOME
yenoseka npucyTtcTeyeT okono 25 000 re-
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HOB, KOTOPbIE COCTaBASAOT BCEr0 0KoJso 2 %
oT obuwenn nocnepoBaTenbHocTn JAHK.
dDyHKumsa octaBwmxcsa 98 % reHoma, KOTO-
pble He ABASIOTCA KOAUPYIOLWMMU, eLle He
KOHUA onpepneneHa. lNpn 39TOM OCHOBHbIM
VHCTPYMEHTOM cynTbiBaHna OHK asngetcsa
puboHykneuHoBas kucnota (PHK). MNocne-
noBaTenbHOCTb HykneoTnaoos AHK cHavana
nepekogupyetcs B MPHK, a 3atem B nocne-
[oBaTeflbHOCTb aMUHokMUcnoT 6enka. OgHa-
Ko 60NbLWMHCTBO Monekyn PHK He ncnonb-
3yeTcs B Ka4ecTBe Koga af1s cCuHTe3a beska,
a BbINOJIHAET MHble PYHKUMN B pa3Hoobpas-
HbIX KNETOYHbIX MPOLECcCcax, UrpatoLLmMx Bax-
HYIO POJib B pa3BuUTUKN, MeTabonmame, pery-
NAUMN FeHOB N BO3HUKHOBEHUM 3abonesa-
HUA.

YcTaHOBNEHO, 4YTO aKTUBHOCTb FeHoma
onpenenseTcs anMreHeTN4ECKNMN N3MeEHe-
HUAMW, KOTOPbIE BAUSIOT HA CYUTBbIBAHUE VH-
dopmaumm o reHe 6e3 N3MEHEHUs CamMoW
nocnegoBartenbHocTy AHK. OHM HaunHaoT-
cs1 yXxe B aMOPUOHaNbLHOM pPa3BUTUM 1 Nnepe-
[alTCs 4OYEPHUM KIleTKaM NMpu Kaxaom ge-
neHun. OgHn mMogndukauum MoryTt ObiTb
oYeHb CTabWbHbIMU U BNUATb Ha aKTUB-
HOCTb FEHOB Ha MPOTSXKEHUN BCEN XUSHU U
Jaxe oTpaxaTtbCs Ha NocneayloLwmx noKo-
neHusax. pyrme anureHoMHble MOAENN MO-
ryT 6bITb UBMEHEHbI MO/, BIMSHUEM BHELLHUX
dakTopoB, Ha4yMHaAsa OT NMUTAHUSA U BO3OEN-
CTBUSI OKpyXalowen cpeapl, 3akaH4mBas
NMCMXoNorm4yeckmm ctpeccom. B cuny atoro,
LLEHHOCTb pPEe3yNbTaTOB FEHETUYECKUX WUC-
CNnefoBaHuin B MOCAEOHUX CHy4asix MOXeT
CYLLECTBEHHO CHMXATbCS U MOTEHUMANIbHO
NMPUBOANTL K OFrPaHMYEHMIO NpaB cTpaxoBa-
Tens B CBSA3M C HEOOOCHOBaHHbLIM NPeano-
JIOXXEHVEM O NOBbLILLEHHOW BEPOSTHOCTU Ha-
CTYMJIEHUS CTPAxOBOro cry4yas.

Taknm 06pa3om, reHeTn4eckme n anure-
HETMYECKME TMPOLIECCHI, NpoUCXodsiLuMe B
opraHmame, NpeacTaBnsaoT COOOMN CNOXHYI0
CeTb  B3aMMOLENCTBUN,  MOPOXAAIOLLMX
MHOXECTBO BO3MOXHbIX COCTOSIHUIA, HEKO-
TOpPbIE€ N3 KOTOPbIX BOCMPUHUMAIOTCSA UHOMN-
BUAOM UM €ro OKPY>XEHUEM KakK OTKJ/IOHEe-
HMEe OT «HOPMaJlbHOr0», Kak PpacCTPOWCTBO,
6ones3Hb. N ecnu B 0gHUX cnyyasx onpene-
NEeHHbIV FeHOTUMN ABNAeTCs €OMHCTBEHHOWN
(«MOHOr€HHOM») MNPUYNHON W3MEHEHHOIO
deHoTuna (Hanpumep, AedekT B reHe beTa-
rnobuHa, Bbi3blBaKOLLIWIA AePULNT PYHKLUMO-
HanbHOro remornobuHa B opraHuame, Bie-
4yeT BO3HWKHOBEHME OeTa-Tanaccemuu), B
OPYrnx CyLEeCcTBYET C/I0OXHAast COBOKYMHOCTb
MPUYMH AN 3TOro, HEKOTOPbIE N3 KOTOPbIX
He Bcerga N3BeCTHbI, BCIEACTBME YEro pUck
BO3HWKHOBEHUS 3ab0neBaHns MOXET ObITb
He peann3oBaH (Mo 3TOM NpuU4YMHEe, cneuma-
NINCTbI, B YAaCTHOCTU, HE PEKOMEHAYIOT Oe-
naTb NPOrHO3 OTHOCUTENIbHO 60N1e3HU Anb-

urenmepa) [1, c. 20-21]. B cuny atoro He-
006x0AMMO 0CO3HaBaTb, YTO MPeapPacnoso-
XXEHHOCTb K KOHKPETHOMY 3abosieBaHuio
BCNEACTBME TEHETUYECKON MyTaLMN He SB-
NIeTCA CUHOHMMOM FEHETMYECKOro 3abone-
BaHUs, a, cnefoBaTesibHO, NOTEHLUMan npa-
BOMEPHOIr0 UCMOIb30BaHUS PEe3ynbTaToB
NMPOrHOCTUYECKNX TECTOB BECbMA OrpaHu-
YeH N 3aBUCUT OT YPOBHS Pa3BUTUS HAyKK.
Cnencrermem aTOro SIBASIETCS BECbMa caep-
>KaHHbIN N0AX0A, K BO3MOXHOCTUN UX UCMOJIb-
30BaHUs 1 CTpaxoBaHusa. PekomeHgaummn
N2 CM/Rec (2016) Komuteta MUHUCTPOB
CoseTa EBponbl «O6 06paboTke nepcoHab-
HbIX MEeANUVHCKMX AAHHbIX C LIeSiblo CTpaxo-
BaHWS, BKJlOYAS OAHHbIE TEHETUYECKUX Te-
cToB» [2, c. 133-144]. BooOLLEe 3anpeLuaT
CTPaxOBLUVKY CBSI3biBaTb 3akjloyeHue mnnm
M3MEHEeHMe A0roBopa CTpaxoBaHMs C NpPo-
BeJEHNEM MPOrHOCTMYECKOrO rEHETUYECKO-
ro Tecta. B oTHoweHUM yxe mmerowmxcs
[aHHbIX, KOTOPbIE NMPENMYLLIECTBEHHO MOsIB-
NA0TCA B pe3ynbrate nepuHaTanbHOM ama-
FHOCTUKN WAW TEeHEeTUYECKOrO CKPUHWHIa
HOBOPOXAEHHbIX, paspaboTynkn PekomeH-
naumin, 3akpennsas B kadecTtse obLen npe-
3yMMNUMX  3anpeT Ha WX WUCMNoNb3oBaHueE,
OroBapuBalT BO3MOXHOCTb CYLLLECTBOBA-
HUS UCKJTIOYEHUIA U3 3TOro nMpaBwuna, KOTo-
pble MOryT npenycmaTpuBaTbCs 3aKOHOM.
Yalie Bcero peyb naeT 0 JIMYHOM CTpaxoBa-
HUM HA 3HAYUTESNIbHbIE CYMMbI, pasmMep Ko-
TOpbIX, BMAPO4YEM, onpegenserca no-
pasHOMY B 3aBUCUMOCTU OT KaTeropum ny-
HOro CTpaxoBaHUs (HaKoNMTeNbHOE CTPaxo-
BaHue Xxun3Hu, JMC, cTpaxoBaHus Ha cny4yai
noxutus). MNMpu aTOM OroBapuBaeTCs, YTO
obpaboTka Takux AaHHbIX OOJSXHA paspe-
LIaTbCSH TOJIbKO NOCIE HE3aBUCUMOI OLEHKM
CcoOnI0OeHNA YCNOBWIA NONly4eHnss 1 obpa-
©0TKM MNepCOoHasbHbIX AaHHbIX MPUMEHN-
TeNbHO K TUMY WUCMOMb3yeMoro Tecta U C
y4eTOM MOAEXALLEr0 CTPAXOBAHMIO PUCKA.
Mepnoagnyeckn 3aTparnBaloTCs U aTUYE-
CKMe acnekTbl paccMmatpusaemMon npobne-
Mbl.

OuyeBMOHO, Y4TO pe3ynbTaTbl HAYYHbIX UC-
CnefoBaHUIi pacLunpsitoT paHee CyLecTBO-
BaBLUEe NpencTaBfieHMe O CoaepXaHun re-
HeTU4Yeckon MHdopMaLMnN, KOoTopas BKIO-
YyaeT He TOJIbKO JaHHbIe O HACNEeACTBEHHbIX
3ab60n1eBaHNSAX, OTPaXEHHbIX B rEHOTUMNE W
nepeaaBaemMblx NMOTOMCTBY GMOIOrMYECKN-
MW POOUTENSMU, HO N O 3NMUFreHEeTUYECKOM
npodwune, SBASIOWMMCSH HACNeACTBEHHbIM
JIMLWb B TOM CMbICJIE, YTO OH NepeaaeTcs Ao-
YepHUM KneTkam npu nx geneHnn. CooTeeT-
CTBEHHO MPUMEHUTENbHO K chepe CTpaxo-
BaHUS [OKeH o6cyxaaTtbCs BOMPOC He
TOJIbKO O MOJly4eHMN MHMOPMaLMN OTHOCKU-
TEeNbHO HACNeACTBEHHbIX 3ab0fieBaHMN, HO
M TFeHeTUYecKMx MyTaumsx, CHOCOOHbIX

lMpobnemsbi npasa N° 3 (72)/2019

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

CNpOoBOLMPOBATL NOsIBIIEHME 3ab01eBaHN,
He XapakTepHbIX OJ19 CEMEWHON UCTOPUWN.
9710 genaet 6onee ys3BMMOM NO3ULMIO CTO-
POHHUKOB CBOOOHOIO AOCTYNA K FreHeTnYe-
CKOI nHpopmaumm, KOTOPYO npensaraetcs
paccMaTpumBaTb Kak pe3ynbrat NpUMMeEHEHNS
6onee coBepLUeHHOro crocoba oLeHKN ce-
MEWHOI NCTopUM cTpaxoBaTens NnMbo mean-
LMHCKOro 06cnenoBaHums.

B LEeNOM MOXHO BbIOENNTE HECKObKO
NOAXOAOB K PELUEHUIO NPOBAeMbl UCMOJb-
30BaHUSA TreHeTun4eckom uHdopmaumm B
CTpaxoBaHWK, ecnv TakoBas BOOOLLE ABNS-
eTCcsl NpegMeToOM BHUMAHUSA CO CTOPOHbI 3a-
KoHoZaTens W CTpaxoBOro coobuiecTBa.
[MepBbIi XxapakTepu3yeTcsd yCTaHOBIEHNEM
3aKOHOAATEsIbHOro 3anpeTa Ha MCnosb30-
BaHUSA JOObIX Pe3yNbTaTOB TEHETUYECKMX
TEecToB npu aHaeppanTuHre. B OGONAbLUNH-
CTBE CTpaH OH SBNSEeTCa n3bupaTenbHbIM U
KacaeTcs NpPerMyLLEeCTBEHHO MeOULIMHCKO-
ro 1 CouMasnbHOro CTPaxoBaHWs, MOCKOJSIbKY
rocynapcTBo, peanmays NpucyLime emy co-
umanbHble GYHKLUMN CHNTAET HEOOXOAMMBIM
rapaHTMpoBaTb OnpefesieHHbI  YPOBEHb
CTPaxoBOW 3aLUTbl BCEM KAaTEropusM rpax-
JaH. B TO xe BpeMs 3akoHOgaTesnb MHOraa
dopmynupyeT obLLmMiA 3anpeT Ha cOop reHe-
TUYECKMX AaHHbIX O 3aCTPax0OBaHHbIX NLLAX
Unn nnuax, obpallalomxcs 3a CTPaxoBoK
3almMTON, 1 NpeabsBlieHne K HUM TpeboBa-
HUIA O NpenocTaBfeHMM 06pPa3LLOB TKaHEWN
nnn onncaHus OHK paBHO Kak ycTaHoBne-
HWE Pa3/IMYHbIX YCIOBUI CTPaxoBaHUS O
UL, C Pa3/IMYHBbIMU FEHETUYECKUMN PUCKA-
MW, NbrOTHbIX TAPUPHbIX CTAaBOK U T.M. (AB-
cTpus, Hopserusa, 3ctoHus) [3].0gHako aTa
npakTuka npeacTaBnseTcs Masjsonepcnek-
TUBHOW, MOCKOJIbKY COBEPLUEHCTBOBAHME
NPYMEHAEMbIX METOAMK FreHEeTUYECKOro Te-
CTUPOBaHMSA, obecneynBaloLLe Ka4eCTBEH-
HOe yJlydlleHne rnokasaTefien ux JOCToBep-
HOCTU, CO BPDEMEHEM OCNIabAT NO3NLMM MPO-
TUBHWKOB €ro ocyuwiecTteneHud. o Tom xe
NPVYUHE MOTYT UCYE3HYTb U OCHOBaHWUSA 14
NPYMEHEHNS MOPaTOpUs Ha MCMNOSb30Ba-
HVWE CTPaxoBLUMKAMWN PE3yNbTaTOB reHeTu-
4YeCKMx TeCTOB, Npexae BCero, nporHocTu-
yecknx (Hanpumep, @paHums).

B cuny atoro 6onee nepcnekTMBHbIMU
ABASIOTCSA MOMbITKN PernaMmeHTaumm ycno-
BUM 1 NopsiaKa WCMOSb30BaHUS FrEeHeTunYe-
CKO MHpOpMauMm, KoTopas O0/KHA OCy-
LEeCTBAATLCS MO0 Ha OCHOBE camMoperynn-
poBaHWSA, eCrin CTPaxoBOW PbIHOK OYHKLMO-
HUPYET OTHOCUTENIbHO @BTOHOMHO, NNMBO Ha
OCHOBE COMalleHnn Mexay npaBuUTeSb-
CTBOM, obGecneymBalOLMM B 3TOM Cllyvae
3alnMTy MHTEPECOB CTpaxoBaTenen, u npo-
deccrnoHanbHbIMM 06beaVHEHUAMU CTpa-
XOBLUMKOB (ABCTpanusi, BenukobputaHus).
ELLle o4HMUM MHCTPYMEHTOM peanmaaumn Ta-

KOro nogxopa sBNseTCs yCTaHOBJIEHNE NN-
MUTa CTPAxOBO CYMMBbI, H/XKE KOTOPOro pe-
3yNbTaTbl FEHETUYECKNX TECTOB HE Y4MThIBA-
ioTce (LUsenuapwus, LWeseuna n HupepnaH-
obl). Mpuyem oH MOXET GUrypmpoBaTb Kak
Ha 3aKOHOAATeNbHOM YPOBHE, Tak U ycTa-
HaBAMBaTbCS NPodeccroHaNbHbIM 00beamn-
HEHVEM CTPaxOBLLMKOB.

B uenom aHaeppanTuUHr Ha OCHOBE pe-
3yNnbTaTOB FreHeTUYECKNX TECTOB BCTPEYaeT-
€S AOBOJIbHO peako. Kak noka3elBaeT MUpO-
Bow onbIT MunichRe, cTpaxoBbie KOMNaHum
He HaCTOJIbKO 3auHTepPeCOoBaHbl B reHeTn4e-
CKMX TeCTax, HaCKONbKO rOBOPSAT 06 3TOM B
CMW. Peyb B 6ONbLLIMHCTBE CNy4yaeB UaeT O
HeobxoaMMOCTM n3beratb NOTEPb, BO3HU-
Kalowmx B pesynbrate acuMMEeTPUYHOro
pacnpegenexHma nHbopmMaumm mexay 3as-
BUTENIEM U CTpaxosLuukom. B Poccum ctpa-
XOBLLUMKN HEPEeOKO OTKa3biBAOTCA OT Mpak-
TVKN MeauLMHCKOro obcnenoBaHus, orpa-
HNYMBasACb aHKETMPOBAHNEM.

BmecTe ¢ TeM, Henb3s He Npu3HaTb 060-
CHOBAHHOCTb OMaceHuin O0OLLECTBEHHOCTU
no noBoAy pacLMpeHnsa JOCTyna CTPaxoB-
LWMKOB K reHeTnyeckom uHdpopmaumm. He
6e3 OCHOBaHWS CUYMTAETCH, YTO MOJIOXMU-
TeJbHbI FEHETUYECKUI TECT B PR, Clly4aeB
MOXeT ObITb 9KBUBANIEHTEH OTKA3y B 3aKJIO-
YeHUM JOroBopa CTPaxOBaHUS XWU3HU, Npu
TOM, YTO MOJIY4EHHbIN PE3YNbTaHT O4EHb Ya-
CTO MNepeoLEeHNBAETCS: FeHeTMYeckne Te-
CTbl MOT'YT UHTEPNPETUPOBATLCH NPU OLLEH-
Ke pucka TOJIbKO B BEPOATHOCTHbIX TEPMU-
Hax, a, cnenoBaTeflbHO, BO3HUKHOBEHME
KOHKPETHOro 3abosieBaHNs He MOXET pac-
cMaTpuBaTbCa kKak HemsbexHoe cobbiTue,
CcTaBsilLlee MoA COMHEHME BO3MOXHOCTb
OCyLLEeCTBNEHNsT cTpaxoBaHus. K Tomy xe
fetannsaumsa reHeTnyeckon wuHdopmaummn
BCe 60slee OTHET/IMBO MOKA3bIBAET, HTO KaX-
Obli nHOVBMA, HeceT B cebe No MeHbLUen
Mepe OecATKn MyTaLmii, KOTopble 00yCnoB-
JINBAIOT PUCKMN BOSHUKHOBEHWUS OTKJIOHEHWUN
B pa3suTtun B Oyaywem. Beneocteme atoro
abconoTn3aums LLEHHOCTN 3HaHWNN CTPaxoB-
LMKA O FEHETMYECKUX NPenpacrnoioXeHHO-
CTSIX CTpaxyemMoro nmua Hem3bexxHo npree-
OET K NoTepe pblHKa JINYHOro CTPaxoBaHus,
NOCKOJIbKYy CTpaxoBaTesb, He NoJyyas nos-
HOLIEHHYIO 3almMTy OT MOTEHUMaNlbHO BO3-
MOXHbIX 3200N1€BaHU, HEN3OEXHO YTPaTUT
VHTEpPEC K NpeasiaraemMbiM CTPaxoBbiM MNPO-
ayKTam.

Kpome TOro, He y4mTbiBAeTCs 4pE3Bbl-
YaliHO OOLUMPHbLIA NOTEHUMAn camMon reHe-
TUKW N TEHETUYECKMNX TEXHOJIOMMI, TakmX Kak
dapmakoreHeTuka, reHHas Tepanus, TkaHe-
Basi MHXeHepus 1 npodunakTmieckas me-
OVLUMHA, KOTOpble CNOCOOHbI MPUBECTU K
pacLUMPEHMIO BO3MOXHOCTEN CTPaxoBaHWS.

B Poccum BONpoChl NpOBEOEHNS reHeTH-
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4eckoro TECTUPOBaHUS W UCMNONIb30BAHUSA
€ro pesynbratoB O Lenen CTpaxoBaHua
OTHOCHATCS K YACy HeA0CTaTO4YHO pa3pabo-
TaHHbIX, B CUJTY YETO HE MOoJ1y4atoT HW MOJIHO-
LLEHHOrO 3aKOHOAATENIbHOIrO PELUEHUs, HU
3aKpensieHns B MnpaBuiax CTpaxOBaHUS.
Mexnay Tem paccmaTtpuBaemas npobnema
MMeeT HeCKOJIbKO acrnekToB: OT obLLeTeope-
TUYECKUX, CBSA3AHHBIX C ONpeaeneHnem
YPOBHS MPaBOBOr0 PErynnpoBaHus, OO Cy-
rybo npakTn4eckmx, 06yCnoBAEHHbIX HEOD-
XOAMMOCTbIO ONpeaeneHmnsa OCHOBaHMM Npo-
BEOEHNS TEHETUYECKUX WCCNeaoBaHUn U
npenenoB UCMoOJIb30BaHUS NOYYEHHbIX NpU
3TOM pe3ynbTaToB. B 9TnX yCnoBusaX BO3HU-
KaloT O0OOCHOBaHHbIE OMaceHusi OTHOCU-
TENIbHO BO3MOXHOCTU MpPeabsaBAEHUs Tpe-
60BaHMS O MNPOXOXAEHUN TEHETUYECKOro
MNCCNeaoBaHNa Kak YC/IOBUS 3akioyeHus
[0roBopa CTpaxoBaHUS.

bes3ycnoBHO, 3awmTa MHTEPECOB CTpa-
xoBartesieil BO3MOXHa 1 Ha 6a3e OencTByio-
LLLero 3aKoHO4AaTeNbCTBa, Y4NTbiBad, YTO NO-
noxeHua KoHctutyumum P®, BnnTaBlive B
ceba mMexayHapoOHble cTaHaapTbl B obna-
CTM 3alMTbl NPaB 4enoBeka 3akiagpiBaloT
6a30Bble NOAX0Abl K Pa3peLLleHnio BO3HMKA-
loWKMX B 9TON chepe npobnem, roe npuopu-
TET OTAAETCH Uaee paBeHCTBa, HEANCPUMU-
HaUMW U HEMNPUKOCHOBEHHOCTU JINYHOW U
cemMenHom TanHbl. Kpome Toro, oHun onpege-
NA0T npuopuTeT penepanbHOro 3akoHoaa-
TeNbCTBa B NPABOBOM PEry/IMPOBaHNN OaH-
HbIX OTHOLIEeHWI. OgHaKko 3Ty 3almTy BpSa,
I MOXHO Ha3BaTb 9P POEKTUBHON, NOCKOSb-
Ky oHa 6yneT 6a31MpoBaTbCa Ha TONKOBAHUMU
COOTBETCTBYIOLLMX NPABOBLIX HOPM. Mexay
TEeM, Kak nokasblBaeT 3apybexHas npakTu-
Ka, 3aKoHO4aTeNlb CTPEMUTCSH K MakCumarb-
HOM peTanu3auun NpaBOBOW pernamMmeHTa-
UMM OCHOBaAHUIM 1 NopsaKa UCMNoNb30BaHMSA
reHeTM4eckon MHGpOPMaLMM C y4eTOM A0-
CTMDKEHWNIM COBPEMEHHOM Hayku, B TOM YUC-
Jle CTaBs BONPOC O NepecMoTpe paHee npu-
HATbIX MOJIOXEHWU.

B Poccuun, HECMOTPS HA UHTEHCUBHOCTb
pPasBUTUSA FEHETUKN Kak 061acTu YyenoBeye-
CKOW OeaTenbHOCTM, 3aKkoHoAaTeNlb Noaxo-
ONT K PELUEHUIO BO3SHMKAIOLWMX B 9TON coe-
pe npobnem BecbMa 0HOB0KO, akUeHTUPYS
BHUMaHue nmbo Ha obecnevyeHnn 6e3onac-
HOCTM rpaxaaH W okpyxatwLllen cpeabl B
MPOLLECCE NCMOJSIb30BAHUS METOA0B FEHHOM
VIHXEHEPUN B LLENSX CO30aHNS FEHHO-NHXE-
HEPHO-MOANDULNPOBAHHBIX OPraHN3MOB U1
MCMONb30BaHMA  MOJNYYEHHbIX  pe3ynbTa-
TOB[4], nMB0O Ha NaeHTUOUKALUN JINHHOCTU
yenoseka[5], BCneacTBMe 4ero HOPMbl CO-
OTBETCTBYIOLLMX 3aKOHOB HEBO3MOXHO UC-
nosib30oBaThb Aaxe no aHanoruu. He pewatot
31Ol NpPoBNeMbl U HOPMblI MeaULMHCKOro
npaea, Nockosbky denepanbHblii 3aKOH OT

21Ho56psa 2011 r. N2 323-d3 «O6 ocHoBax
OXpaHbl 300POBbA rpaxgaH B Poccuiickon
depepaunn» [6]HENOCPEACTBEHHO He pe-
rMmamMeHTUPYeT MNPOBEAEHNE TEHEeTUYECKMX
MCCNenoBaHNin, yNnoMUHast N1Llb OTAENbHbIE
Cny4yam nx OCYLLLECTBIIEHUS, HE CBA3AHHbIE C
BOMNPOCaMW OCYLLLECTBIEHUS JINYHOIO CTpa-
xoBaHus. COOTBETCTBEHHO He pellaeTcs
MPUHUMNIMANbHBIA BOMPOC O BO3MOXHOCTMU
MPU3HAHUSA TFEHETUYECKNX WCCNedoBaHnN
COCTaBHOW 4acCTbl0 MEAMLMHCKOro obcne-
[OBaHUS, YTO MOXET MOBAUSATH Ha PEXUM
[OCTyna K COOTBETCTBYIOLEN NHOPpMaLMN
M OnnaTty CBA3AHHbIX C 9TVUM PacXx0o40B.

3Ha4YNMbIMK C TOYKM 3PEHUSA OTHOLUEe-
HWI, BOSHMKAIOLWMX B CBA3M C OCYLLECTBIE-
HMEM NINYHOI 0 CTPaxXOBaHUS, ABNAIOTCS HOP-
Mbl CT. 13 yka3aHHOro 3akoHa, COrnacHo Ko-
TOPOM CBEAEHUA O COCTOSIHUM 300POBbSA U
OMarHose, uWHble CBeAeHus, MOJSyYEHHbIe
npy MeauuMHCKOM oBCcnenoBaHUn 1 nede-
HUW, COCTaBNSAIOT BpayebHyio TaHy. OTW No-
NIOXEHNS NOAy4YaloT CBOE AafbHenlee pas-
BUTWE B 3aKOHOOATENbCTBE O 3aluuTe nep-
COHasbHbIX AaHHbIX [7].

He meHee npobnemaTnyHO NpUMEHeHMEe
HOPM rpPaXAaHCKOro 3akoHOoOaTeNbCTBa,
KOTOpOe 3akpennseT N1b obLume Noaxoasbl
K MpenoCTaBfIEHNIO UHGOPMaLNUKU, 3HAYN-
MOW 1S OLLEHKU BEPOATHOCTU HACTYMeHNS
CTpaxoBoro cny4as. KoCBeHHO Ha HeBO3-
MOXHOCTb npenbsiBieHnss TpeboBaHUs O
NMPOBEAEHNN FEHETUYECKUX UCCNEeA0BaHUN
yKasblBaloT nonoxeHus n. 2 ct. 945 MK PO,
COMNMacHO KOTOPOI NMPeaMeToM OLLEHKN §IB-
naetcsa GpakTnyeckoe COCTOsiHME 340PO0Bbs
CTpaxyemoro nuua, B CUJy 4ero noTeHum-
a/lbHble PUCKN PasBUTMSA MATONIOrMYECKUX
COCTOSIHWIA OLEeHKe He NoAJsiexar 1 Ha BO3-
MOXHOCTb 3aKJIIOHEeHUS 40roBopa, a Takxe
KOPPEKTUPOBKY €ro YCNoBUA OKa3blBaTb
BNINSIHNE HE AOJIKHbI.

B oTcyTCTBME 3aKkOHOAATESbHbBIX MOOX0-
[OB K PELLUEHUNIO BONPOCA O BO3MOXHOCTU
MCMNOJIb30BAHUSA TEHEeTUYEeCKON UHGOopMa-
uMn B chepe CTpaxoBaHUSA Yy POCCUNCKUX
CTPaxoBLUMKOB CHPOPMMPOBAIIOCH CTPeMJIe-
HVE 3alNTUTb CBOM MMYLLECTBEHHbIE UHTE-
PEChI C MOMOLLbIO AOCTYMHbIX MPaBOBbLIX NH-
CTPYMEHTOB, K 4YMCIy KOTOPbIX CnenyeT oT-
HecCTW onpeaesieHe NCKNIYEHNN N3 nepey-
HS1 CTPaxoBbIX CJIy4aeB WAW Kpyra nuL, Ha
KOTOPbIX CTPaxoBOe MOKPbITUE HE pacnpo-
CTpaHsAeTCs (4TO COMPSKEHO C yKa3aHWEM
Ha Hann4mMe BPOXOEHHbIX aHOMaNun 1 Nopo-
KOB pa3BUTUS, HACNEOCTBEHHbIX N FeHeTUn-
yeckux 3ab0siIeBaHMI), a TakXe BKJIlOYEHNE B
aHKEeTbl BOMPOCOB OTHOCUTESIbHO Hann4ms
OTOeNbHbIX BMOOB 3aboneBaHuii y poa-
CTBEHHWKOB nMboKoraa-nmbo npuMeHsiB-
LIMXCHA MeToaax nedyenus. Benencreuve aTo-
ro paspabaTbiBaeMble MMM MPaBuia CTpaxo-
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BaHWS He coaepxart TpeboBaHus NpoBene-
HUSA TEHETNYECKOrO TECTUPOBAHUS U CNELn-
asbHbIX MOJIOXEeHUn 06 obecrneyeHnn KOH-
bdraeHUNaNbLHOCTU UX PE3YNbTaTOB.

B uenom B Mnpe MOXHO OTMETUTb TEH-
OEHUMIO K OCTOPOXHOMY NMPU3HaHMIO NpaBa
CTPaxoBLUMKOB MOJly4aTb AOCTYM K COOTBET-
CTBYIOLWLEN MEAVLMHCKOW nHdOopMaumm, 4To
NPosIBNAETCHA Kak B 3aKOHOOATENbCTBE, Tak
M B COMMalIEHUsX, 3akioyaeMblx MpaBu-
TenbCcTBaMu ¢ NPopeCcCrMoHabHbIMU 00be-
OVHEeHUSMU cTpaxoBwmkoB. OueHka BO3-
MOXHOCTU NONyYeHUs A0CTyna K reHeTunye-
CKOW uHbOopMauMn Mpu  OCYLLLECTBIEHUN
JINYHOrO CTPaxoBaHUS BapbUpPyeTCS B 3aBU-
CMMOCTU OT TOro, MAET NN peyb O KOJIIEeK-
TUBHOMN UNN MHOMBUAOYASIbHOM CXeMe CTpa-
X0BaHUS, a Takxe 06 o06s3aTeNlbHOM Mean-
LIMHCKOM CTpaxoBaHUN Unu 0o06pOBOJIbHOM
cTpaxoBaHun. lMpuHuunuanbHbiM OCTaeTcd
BOMpoC 00 ycnoBusx, Nopsigke v npegenax
peannsauum COOTBETCTBYIOLLErro Npaea. Ha
OCHOBE aHanm3a 3apybexxHOW mnpakTuKn
CTasio BO3MOXHbIM FOBOPUTbL O NPUOPUTET-
HbIX Hanpas/IEHUAX Pas3BUTUSA 3akKoHOOA-
TenbCTBa B 3TON chepe.

Bo-nepBbix, Heo6xoOuMMO 3akoHOAA-
TeNbHOE 3akpernjieHMe 3anpeTta Ha OOCTyn
CTPaxO0BLUMKOB K FEHEeTMYeCKOn MHGOopMa-
LUMN MPU OCYLLECTBEHUN 0053aTesIbHOro
MEONLIMHCKOrO  CTpaxOoBaHWs, AOMOJHU-
TeNbHO PUHAHCMPYEMOrO rOCyaapcTBOM, a
Takxe peanusaumm nNporpaMm KOJIEeKTUB-
HOrO CTPaxoBaHWSA, B TOM 4YuUCllie B Clydae
CTpaxoBaHMA XN3HN 3aemlumka. B nepsom
Crly4ae 970 onpaBgaHo C No3nuMn peanmaa-
UMM coumanbHbiX GYHKUMIA rocygapctea um
€ro y4yacTtus B pacnpeneneHnm puckos. Bo
BTOPOM, 3TO BO3MOXHO 3a CYET y4dacTtus
3HAYUTENIbHOrO 4YmMcna cTpaxoBaTenem B
dopmMmnpoBaHnUM CTpaxoBoro ¢doHaa, N He-

006X04AMMO C TOYKM 3PEHUS 3aLLMThl UHTEpe-
COB 3aCTPaxoBaHHbIX 1L, KOTOpble hakTun-
YeCckn He BAUSIIOT Ha BbIPabOTKY YC/IOBUM
jorosopa.

Bo-BTOpbLIX, NpeacTaBnseTcs BO3MOX-
HbIM MPEOOCTaBUTb CTPaxoBLUMKaAM MNpaBo
MCMNONb30BaTb pe3yfbTaTbl EHETUYECKNX
TECTOB MPU OCYLUECTB/IEHMN CTPaxoBaHUS
XW3HW, ecnn cTpaxoBas cymma byaeTt npe-
BblllaTb HEKWUI 3aKOHOAATESIbHO YCTAHOB-
JIEHHbI YPOBEHb, YTO OYOET CNYXUTb rapaH-
TMEN 3aWnTbl MMYLLECTBEHHbIX WHTEPECOB
cTpaxoBmka. OQHOBPEMEHHO CrneayeT:

1) ycTaHOBUTbL pasnnyHbIi NPABOBOWN pe-
XUM OJ19 UCMNOMb30BaHUS ANArHOCTUYECKNX
M MPOrHOCTUYECKNX TECTOB, OrPaHNYMB NPU-
MeHeHMe NnocnefHnX ¢ y4eToM JOCTMKMMO-
ro B KOHKPETHbIX YC/TIOBUSAX YPOBHSA UX A0-
CTOBEPHOCTN, KOTOpasi MOXeT OblTb B Ha-
cToslee BpemMs obecnedyeHa npevmyLle-
CTBEHHO B OTHOLUEHUW MOHOFEHETUYECKUX
3aboneBaHuii;

2) onpenennTb UCTOYHUK PUHAHCMPOBA-
HUS FEHETUYECKUX NCCNeaoBaHu, KOTOPbIE
MO>HO ObISIO BKITIOYUTbL B IporpamMmy 06s3a-
TeIbHOro MEAULMHCKOrO CTPaxoBaHUS, yin-
TbiBasi UX 3HaA4YeHWe ANiIi CBOEBPEMEHHOro
NPUHATUS YCUIINA NO COKPALLEHWNIO HEraTUB-
HOr0 BNNSIHUS Pa3nNyHbIX GakTOPOB Ha BO3-
HWKHOBEHME N pPa3BUTHE 3a001IeBaHVIS;

3) npeaycMoTpeTb BO3MOXHOCTb KOp-
PEKTUPOBKX CTPaxoBoro tapuda B 3aBUCU-
MOCTU OT MPUHUMAEMbIX 3aCTPaXOBaHHbIM
JNLOM Mep MO NOAAEPXAHUIO CBOEro 340-
pOBbS;

4) pewnTb NPo6aEMbI 3TUHECKOrO Xapak-
Tepa, CBSI3aHHbIE C MOJslydYeHneM NogobHOM
vHdopmaumn.

Bce aTo TpebyeT fanbHenero TeopeTu-
4eCKOro aHaamaa, B TOM 4uCiie C No3nummn
aHpeppanTuHra.
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AHAJIN3 MEXXAYHAPOAHBIX NPABUN
XPAHEHMSA, AOCTYINA U 3ALMTDBI AAHHbBIX
NMOJIHOFrEHOMHOI'O CEKBEHUPOBAHUSA'

Troitsk A. V., Suranova T. G., Suvorov G. N., Zenin S. S., SuvorovaE. I.

ANALYSIS OF THE INTERNATIONAL RULES
GOVERNING THE STORAGE, ACCESS AND PROTECT
YOUR DATA WITH WHOLE-GENOME SEQUENCING

lporpecc B obnacty GUOreHeTNYeckux TEXHOJIOrMM 03BOSIET YYEHbIM
npoABUHYTLCS B MOHUMAaHUY MPUPOAbI HACIEACTBEHHbLIX 3a60/1eBaHuii, oaHa-
KO 3Ta HOBasi TEXHOJIOIVS CTaBUT Mepes VCC/enoBaressaMuy, noamTukamMm v
IopUCTaMy CEPbE3HbIE ITUHECKME MPOBIEMbI, Pa3peLLUeHNe KOTOPbIX, CPeAM
rpo4vero, cBsI3bIBAETCS C HEOOXOAMMOCTbIO UX YHUDUKaLumn. PopmupoBaHmue
00LUMX CTaHAAPTOB Ha YPOBHE MEXAYHaPOLAHOro npasa B 06/1acTv XpaHeH s,
Joctyna v K JaHHbIM 3aLUnTbl MOJIHOF€HOMHOIO CEKBEHUPOBAHWS MO3BOJINT
BbISIBUTb 0OLLME MOAXOAbI K Pa3PELIEHUIO MPaBOBbIX, COLMATbHbIX M ITUHECKNX
rnpobnem Ha ypoBHe HaLMOHa/IbHOro 3aKoHoAaTe/IbCTBa. Takasi cTparervs rno-
3BOJINT BbipaboTaTb YHUBEPCAsIbHbIM UHCTPYMEHTapUi ,C MOMOLLbIO KOTOPOro
CTaHeT BO3MOXHbIM 00603Ha4YnNTb OOLUME HarnpaB/ieHus1 B MOCTPOEHUN Mexa-
HV3Ma MPaBoBOro PerynpoBaHusi 0OLLECTBEHHbIX OTHOLLIEHWV Ha YPOBHE Ha-
LINOHAa/IbHOIro 3aKOHO4aTes/IbCTBa, a TakxXe ro3BoJIMT HAMETUTH IyTy paspeLue-
HUS CYLLIEeCTBYIOLLMX MPAaBOBbLIX KOJI/IN3WK B yKa3aHHOU coepe.

KnioyeBbie cnoBa: ro/siHOreHoOMHOEe CEeKBEeHVUPOBaHWE, rnpasa 4es/10Beka,
MexayHapoAaHble rnpasunia XpaHeHvs, 4OCTyra v 3aLUnTbl aHHbIX.

Progress in the field of biogenetic technologies allows scientists to advance
in understanding the nature of hereditary diseases, but this new technology
poses serious ethical problems for researchers, politicians and lawyers, the
resolution of which, among other things, is associated with the need for their
unification. The formation of common standards at the level of international law
in the field of storage, access and protection of full-genome sequencing data
will reveal common approaches to solving legal, social and ethical problems at
the level of national legislation. Such a strategy will make it possible to develop
a universal tool with the help of which it will be possible to identify General direc-
tions in the construction of the mechanism of legal regulation of social relations
at the level of national legislation, as well as to identify ways to resolve existing
legal conflicts in this area.

Keywords: full genome sequencing, human rights, international rules of
data storage, access and protection.

HoBble OTKPLITUA B FTEHETUYECKON Chepe
OpocaloT BbI30OB MOHMMaHMIO CaMOW CYLLHO-
CTW 4enoBeKa, Kak C COumasibHOM, Tak U C
Oronorn4eckon Todek 3perHus. MNMepcnektn-
Bbl B 9TOW 06Gnactu ob6ellainT YyBeINYUTb
NPOAOIKUTENBHOCTb XN3HU, MOBBLICUTL YPO-
BeHb GU3NYECKOro N NCUXNYECKOro 340P0-
BbsA fogen. Ecnn npnbaBuTb K 3TOMYy UC-
Nosb30BaHNE BO3MOXHOCTEN COBPEMEHHbIX

KOMMbIOTEPHbLIX TEXHOSIOMNI, TO CTAHOBUTCS
BMOJIHE MOHATHOM coumanbHas 06ecnoko-
€HHOCTb MO MOBOAY MNOTEHUMAsbHbIX MO-
CNeACTBUIA, B FPaHnLbl KOTOPbIX BKIIOYAET-
CS1 He TOJIbKO HaZexaa Ha JAonronetme nnm
n3basneHne ot 3ab0sIeBaHUIA, HO U CTPax.
Jeno B ToM, 4TO reHeTnyeckas MHPOP-
Mauus O YenoBeke ONpeaenseT, kak OH By-
OET pacTu 1 pa3BuBaTbCS, MB Cllydae Kakoro

" MiccnepoBaHue BbIMOMHEHO Npu GpUHAHCOBON noaaepxke Poccuiickoro dpoHaa GpyHaaMeHTabHbIX UCCne-
nosaHuii (PO®dU) B pamkax HayuHoro npoekta N2 18-29-14037
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HapyLleHns 3TO NPMBEAET K ero Henpasusib-
HOMY pas3BUTUIO, 3a00NIEBAHUIO, WUHBANWG-
HOCTU N cMmepTu. CoBpeMeHHOe MnosHore-
HOMHOE CEeKBEHWPOBaHWE npeacTaBnsier
c0obO0W CNOXHbI TECT, C MOMOLLIbIO KOTOPOro
MO>XHO OMpPenennTb Han4YMe reHeTUYECKMX
nospexaeHnin (mytauuin) B JHK yenoseka,
KOTOpble SABASAIOTCA MPUYMHOW  Hacnen-
CTBEHHbIX  0ONe3HeN, HacnegcTBEHHbIX
npeapacnosioXXeHHOCTEN WM OCOBEHHO-
cTel opraHmama.

C yyeToMm 3TOro mMexayHapoaHble noam-
TUYEeCKME OpraHn3aunn ykasbiBaloT Ha He-
06X0ANMOCTb PaCLLUMPEHUNS CYLLECTBYIOLLEN
CUCTEMbI NpaB YefioBeka ¢ y4eToM 61M0o3Tu-
4yeckoW nepcrnekTuBbl B 3TOW o6nacTu, Tak
Kak OTCYTCTBME COOTBETCTBYIOLMX HOpPMa-
TUBHbIX NPeanMcaHuini MOXET MPUBECTU K
cUTyaUusaM, Npu KOTOPbIX CTaHET BO3MOX-
HOM [AUCKPUMMHALMSA MO TeHeTU4YeCcKoMy
npu3Haky, 060CHOBaHa HEOHBXOANMOCTb UC-
KYCCTBEHHOIO YYYLLIEHUSA COCTOSAHUS FEHO-
TUna naen, nan NpuBecTn K HapyLUeHWUo
LIe/IOCTHOCTW YesioBeKka, NaTeHTOBaHWUIO re-
HOMa 1 Tak ganee [1].

Mpn aHanuae MexayHapoOHbIX MpaBui
XpaHeHus, 1OCTyna 1 3almTbl AAHHbIX MOM-
HOr€HOMHOI0 CEeKBEHMpPOBaHUSA, Heobxoau-
MO MOHUMAaTb, YTO OHU MOCTPOEHbI Ha Hase
YHUBEpPCA/bHbIX 6a30BbIX AOKYMEHTOB, 3a-
KpennswLwmx npaea yenoseka, k Hanbonee
3HAYMMbIM N3 KOTOPbIX cnenyet oTHecTu: 1)
Bceobuuyto geknapaumio npae yenoBeka oOT
10 pekabps 1948r. [2].;2) MexayHapoaHble
naktbl OpraHnsaumm O6beanHeHHbIXx Hauui
00 3KOHOMUYECKUX, coumanbHbIX N KynbTyp-
HbiX NpaBax [3]. n o rpaxagaHCKMX 1 NOANTN-
yeckux npaeax oT 16pekabps 1966r. [4].;3)
MexayHapoaHyto KoHBeHUuio OpraHusauum
O6beauHeHHbIX Hauuin o nukBupaumm Bcex
dopm pacoBom anckpumMmmHaumm ot 21 geka-
6ps 1965r.[5];4) KoHBeHunto OpraHmzaumm
O6beauHeHHbIX Hauuii 0 nukBnpaumm Bcex
dopM ONCKPUMUHALMN B OTHOLLIEHUM XKEH-
WwuH o1 18 pekabps 1979r. [6].;5) KoHBEHUMIO
Opranusauum Ob6beanHeHHbIX Haunii o npa-
Bax pebeHka o1 20 Hos6psa 1989r. [7].;6) KoH-
BeHuuto MOT (N2 111) o guckpmMmnHauumm B
obnacTtu Tpyaa v 3aHaTuin ot 25 nonsa 1958r.
[81;7) CornaweHne No TOProBbIM acrnekTam
npaB WHTENNeKTyasbHON COOCTBEHHOCTU
(TPUNC/TRIPS) (3aknio4eHo B . Mappakelue
15 anpena 1994r.) [9, c. 2818-2849].

BbllwenepeyncnerHHble OKYMEHTbI camMu
no cebe He HanpaBfieHbl Ha yperynuposa-
HVe NPaBOOTHOLLEHUIA B 061AaCT FTEHOMHbIX
nccnenoBaHuii, BHegpeHNe B XU3Hb UX pe-
3yNbTaToB, MO0 3aLWNTY FEHOMHOM MHDOP-
Mauuun. Tem He MeHee, KJloYeBble MoJiIoXe-
HUA 3TUX akTOB CcTann dyHOaAMEeHTOM Aans
dopMmnpoBaHns 6a30BbIX MPUHLMMNOB, HEOD-
XOAMMBIX Ol OCYLLECTBIEHUS OEATENbHO-

ctu Takoro poga [10, c. 127-137].0TmeTuUM,
yto Poccuiickas depepaums patnduumpo-
Bana psin U3 HUX, B3B Ha cebs obsa3aTesb-
CTBa Mo cobI0AeHMIO NpaB YesoBeka.

B pas3BuTUM KOHBEHLMVOHHOrO HOPMOT-
BOPYECTBA 3HAYUTESIbBHYIO POJb CbIFrpanu
OpraHusauusa O6beanHeHHbIX Hauuii no Bo-
npocam o6pa3oBaHUs, HAYKU U KYSbTYpPbl U
CoseT EBponbl, koTopble cdopmmpoBanu
OCHOBHbIe NpuHUMMbI B 3ToN chepe. Coaep-
XaHMe STUX akTOB Ha KOHUENTyaslbHOM
ypPOBHE CchHOpPMMPOBaNIO HOPMATUBHbIE OC-
HOBbl, Ha KOTOPLIX B AajibHelwem Obina
chopmMmpoBaHa NpuknagHas puandeckas
MoAesb, C Y4eTOM KOTOPOW CTPOUTCH npa-
BOMNPUMEHUTENbHAA NpakTnka EBponencko-
ro cyna no npaesam yenoseka [11].

B HacTosilee Bpems B 061aCTU xpaHe-
HUS, OOCTyNna W 3alnTbl JAHHbIX MOJIHOre-
HOMHOIO CEKBEHMPOBAHMS Ha MEXAyHapoa -
HOM YpOBHe creflyeT Ha3BaTb ABa CUCTEMO-
obpagzylLlmx AOKYMEHTA, 3aCy>XMBAKOLLMX
0c060ro BHMMaHUs. MNepBbiM U3 HUX BbICTY-
naeT npuHaTtasa 11 Hos6psa 1997 rona Bee-
obLasa geknapauma o reHoMe 4enoBeka 1 o
npaBax yenoBeka. ATOT OOKYMEHT opMy-
NMpYeT cneayiowme obLime npuHUMMbI, KO-
TOpble OO0MKHblI OblTb MOJIOXEHLI B OCHOBY
NPOBELEHNS FEHETUYECKUX UCCNEA0BAHMIA:

1) reHom 4enoBeka 3HaMeHyeT coboin
[OCTOsiHVE YenoBeyecTsa (CT. 1);

2) KaXAabll YeNIOBEK MMEET NPaBo Ha yBa-
>XEeHMe ero JOCTOMHCTBA M ero npas, BHE 3a-
BUCUMOCTWN OT €ro reHeTMYecKux xapakre-
pucTuK. Jllobas ANCKPUMUHALIMS B 3aBUCU-
MOCTW OT FEHETUHECKUX NPU3HAKOB 3anpe-
weHa (CT. 2);

3) B cuny 9BOJIIOUMOHHOW Npupoapbl re-
HOM 4esioBeKa NoABEPXEH MyTaumsam (CT. 3);

4) reHOM 4YenoBeka B ero eCTECTBEHHOM
COCTOSAHNM HE A0XKEH CNY>XUTb MICTOYHUKOM
M3BreYeHns 4oxonos (CT. 4) [12].

B koHTekcTe mccnegyemon Tembl 0CO-
Oyl0 3HA4YMMOCTb NPMOBPETAlOT NPOBO3rNa-
LUEHHblEe KOHBEHUMEN npaBa obcnenyembix
NNy, KOTOpblE HanpaBieHbl Ha 3almTy KX
npaB OT BO3MOXHbIX 3110ynoTpebneHunii B re-
HeTun4yeckom chepe:

— yKa3blBaeTCH Ha HEOOXOAMMOCTb TLUA-
TEeNbHOW NpenBapuUTENbHON OLLEHKW MOTEH-
LUManbHbIX OMACHOCTEN, BO3HUKAKLWMX NpU
VCCNenoBaHN, NEYEHUN AN OUATHOCTUKE
reHomMa 4esioBeka;

— NpoBeAeHMe UCCef0BaHNS BO3MOXHO
TONbKO MpY  MHOOPMUPOBAHHOM [06pPO-
BOJIbHOM  COracun 3anmHTEePEeCOBAHHOIO
ua;

— KaxablA 4enoBeK O0J/DKEH CaMOCTOs-
TENbHO onpenenuTb ana cebs, HyxaaeTtcs
N OH B MH(OPMUPOBAHUN O pel3yrbTaTtax,
MOJTY4EHHbIX B peaynsrare OHK-
nccnenoBaHus;
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— 06593aHHOCTb N0 06ecneyYeHno KOHPU-
OEHLUMANTbHOCTU MNOJTy4YEeHHbIX B pe3ynbraTte
MOSIHOFEHOMHOI0 CEKBEHMPOBAHUSA MHDOP-
Mauum NeXNT Ha roCcyaapCcTBe;

— 3anpeulaeTcs KJIOHUPOBaHMe YenoBe-
Ka;

—cBoboga npoBeneHUs umccnenoBaHUMn
rapaHTUpyeTcs, OAHAKO NnpaBa U UHTEepPEeCHI
Y4aCTHUKOB MpPeBa/IMPYIOT HaA, uendamMmn nc-
cnengoBaHNA N CTPOATCA MCXoa4a U3 NMPUHLIN-
na yBaXxeHnsg OCHOBHbIX MpaB N CBO6OJJ,.

AHanu3 npeacTaBieHHbIX MPUHLMMOB,
rnonaraem, rokasblBaeT [OWUCKYCCUMOHHOCTb
HEeKOTOpbIX N3 HUX. Hanpumep, o6s3aHbl n
muccnegosaTenu He coooLLAaTh O MOJIYYEHHbIX
pesynbTatax, ecl OHUM MOryT YrpoxaTtb
XU3HUN U CTaTb I'Ipl/l'-II/IHOI7I NHBaNINOHOCTU
AN nccnenyemoro, v ong ero poactBeH-
HMKoB)[13], Takxe ocTalTcs Heonpenene-
Hbl KPUTEPWUM TAKOW YrpO3bl C y4E€TOM TOYHO-
CTU pesynbTaToB UCCNenoBaHus, 10CTOBEp-
HOCTU NOJNTy4YEHHbIX OAaHHbIX N1 BEPOATHOCTU
HacTyniaeHuns He6J'IaFOI'IpVI9|THbIX nocnen-
CTBUM.

B kauecTBe BTOpPOro cucremoobpasyio-
Liero AoKymMeHTa, pernaMmeHTpyrLlLero Bo-
MPOCbI XpaHeHnA 0ocTyna v 3allnTbl AAaHHbLIX
MOJIHOFreHOMHOI0 CEKBEHMPOBAHNSA Ha MeX-
AyHapoaHOM YPOBHe, cneayeT Ha3BaTb MNpu-
HATyto OOH 16 okTabps 2003 ropa Mexny-
HapOAHYIO JOeknapaumio O reHeTU4ecKux
OaHHbIX YenoBeka [14]. B aToM OOKyMeHTe,
C YY4ETOM 3aBepLUEHNS B TOM XE roay nepso-
ro npoekTa no pacwmdpoBKe reHoma 4eno-
Beka[15, c. 118-127], camenaHbl BaXHble
YTOYHEHUS CYLUHOCTHbIX XapakTepUCTUK re-
HETU4YeCKNX AOaHHbIX MOCpPpeacTBOM 3aKpe-
MNeHnUs KOHKPEeTHbIX TpeboBaHWn K OcCy-
LLLeCTB/IEHUIO reHeTn4yeckom ANArHOCTUKN U
reHeTU4YecKom Tepanuu.

B neknapauuun ocobo ykasblBaeTcs Ha
TO, YTO reHeTn4eckmne gaHHble 4YenoBekKa 00-
napatrT 0cobbIM CTaTyCcoOM, KOTOPbI onpe-
nensieTca Ux KoHGuaeHUManbHbIM xapakTe-
POM BBMAY TOrrO, 4TO 3T AAaHHbIE€ MO3BOJIAIOT
He TOJIbKO CMpPOrH03npoBaTb reHeTn4ecKkyto
npenpacnooXeHHOCTb onpeneneHHoro
nnua, HO 1 TO, YTO NOCNEeACTBMS TaKOro Npo-
rHO3a MOryT OKa3blBaTb BJIMAHME HA CEMbIO
N NOTOMKOB, a B page ciy4aeB, 1 Ha uenble
rpynnsl HaceneHuvs. [llpuyem nony4eHHasd
MHdOpPMaLMs MO CBOEWN BaXXHOCTU He Bceraa
MOXET ObITb OLleHeHa AOJIXHbIM 06pas3om
naxe rnocne cobopa dGuonornyeckux odbpas-
LLOB 1 06paboTKN NONYYEHHbIX PE3YNLTATOB.
C y4eToM 3TOro, KO BCEM FeHEeTUYEeCKUM
AJaHHbIM, HE3ABUCNMO OT UX I/lHd)OpMaLJ,I/IOH-
HOrO coAep>XXaHUs Ha MOMEHT uccrenoBa-
HUSA, 0OJIKHbI NPUMEHATLCA BbICOKME Tp960-
BaHNS KOHOUAEHUNANBHOCTU.

Ocobo nogyepkmBaeTcs, YTO Uenn ae-
Knapaumm COoCTOAT B TOM, 4TOObl obecne-

YUTb YBaXEHME YeNoBEeYeckoro AOCTOUH-
CTBa, 3alMTy ero npaB 1 OCHOBHbIX CBOOOA,
npu cobope, o6paboTKe, NCMOJSIb30BAHUN U
XPaHEeHUM reHeTUYeCKMUX AaHHbIX Yesl0BeKa,
a Takke 06pa3LLOB, HA OCHOBE KOTOPbIX OHU
MoJly4eHbl, 3a UCKJTIOYEHMEM Clly4aeB pac-
cnenoBaHusl, packpbiTMa 1 cyoebHoro npe-
cneaoBaHUsA YrofloBHbIX MPECTYMnfIeHUn, a
TakXe TeCTUPOBaHWA Ha NpeaMeT YCTaHOB-
neHns oTuOBCTBA (MatepuHcTBa). BaxHo
yKkasaTtb, YTO MepeyeHb Takux Ciy4yaeB MO-
XET coaepXXaTbCs B HALMOHAIbHOM 3aKOHO-
naTenbcTBe, eCNv NocfieAHee COOTBETCTBY-
€T HopMaM MexayHapoAHOro rnpaea B obna-
CTW 3awWmTbl NpaB Yyenoseka [16, c. 23].

3acnyxmBaloT BHUMaHUSA M MpPoBO3rna-
LLIEHHbIE B CT. 5 LleNn, BO UMS KOTOPbIX MOFYT
cobupartbes, 0bpabdaTbiBaTbCA, WCMONb30-
BaTbCH M XPaHUTLCH reHeTU4eckne OaHHble
yesioBeka: AuarHocTuka 1 okasaHue menu-
KO-CaHUTapHOW NOMOLLM, BK/lOYalollee B
cebs npoBeneHne obcnemoBaHuini U TECTU-
pOBaHMs, OCYLLECTBASIEMOe AJis MPOrHo3a;
MEOVLIMHCKNE  Hay4yHble MCCneaoBaHus,
BKJIIOYaa reHeTUYeckne MUCCnenoBaHus oT-
OenbHbIX nonynauuii; cyoebHo-MeauUmH-
CkMe unccrnefoBaHus U Cyaonpou3BOACTBO
Nno rpaxmaaHCKMM, YrOfIOBHbIM M MHbIM Oe-
laM; B UHbIX LENsax, eCNn OHU He NPOTUBO-
peyaT MNpuHUMNaM, NPOBO3MIaLlEHHbIM BO
Bceobuien geknapaumy o reHome 4yenoseka
1 nNpaBax YenoBeka, a Takxke mMexayHapon-
HOMY MnpaBy B 061aCTV 3aLUUTLI NPaB Yeso-
Beka [17].

Jexnapauns B CT. 6 3aTparnBaeT npoue-
nypHble Bornpocbkl cbopa 06paboTkm, UC-
NoNb30BaHUSA U XPaHEHNS JaHHbIX MOJIHOre-
HOMHOI O CEKBEHNPOBAaHWS, CBUAETENbCTBYS
00 VX MNPO3pPavyHOCTU U MPUEMSIEMOCTU C
3TMYECKUX NO3NLMIA. YKa3blBaeTCcsa Ha HEOO-
XOOUMOCTb COAENCTBUA OeATeNbHOCTU KO-
MUTETOB MO 3TUKE KOTOPbIE AO/MKHbI CO3aa-
BaTbCS Ha HALlMOHAIbHOM, PErMoHaNbHOM
MECTHOM YPOBHSX. [pn 9TOM NNLLO, OT KOTO-
poro 6yayT nosnyyeHbl Guonoruyeckme o6-
paslbl, JO/MKHO ObITb Haanexalmm obpa-
30M NpouHPOopMNpoBaHO 6e3 ydyeTa Kakunx-
B0 PUHAHCOBBIX U JIMYHBIX BbIFOA, U CO-
rmacHo Ha ero nposepeHue. Nudopmaumsa
[OJKHA yKasbiBaTb Ha LIENN, B KOTOPLIX OY-
OyT U1cnonb3oBaTbCsl Ouoniormyeckne 00-
pasupl, NpeaynpexanaTe 0 pUckax 1 nocnen-
CTBMAX, MPU 3TOM CaMo JIMLIO0 UMEET NpaBo
0TO3BaTb CBOe cornacme 6e3 kakoro-nmbo
NMPUHYXOEHUST UM UHBIX HE6MaronpuaTHbIX
nocneacTeuii. B cnyyae nony4yeHus Takoro
0TKa3a, UCMoNb30BaHNe JaHHbIX 1 B1oNorn-
yeckmx 06pa3LLoB 3anpeLLeHo, eCN OHN He-
obpaTnMo oTaeneHbl. Ecnun He otoeneHsbl, To
HEeoOX0AMMO Y4YUTbIBATb MNOXENaHUa Takoro
nnua. Ecnn noxenaHus nuua He onpenene-
Hbl, MO0 HEBLINOJIHMMbI UM HE HALEXHbI,
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TO [JaHHble n O6uonornyeckne obpasLibl
LOJXHbI ObITb OTAENEHbI ST YHUHTOXEHbI.

CornacHo cT. 8 eknapauun, Heobxoam-
MbIM YCNOBMEM AJia cOopa reHeTU4eckmnx
NaHHbIX YefioBeKa SABNSeTCs ero npeasapu-
TeNlbHoe CBOOOAHOE M OCO3HAHHOE N SICHO
BblpaxeHHoe cornacue. MNpu aToM, ecnu no
KaKMM-TO MPUYNHAM MU0 He MOXEeT AaTb
Takoro cornacusi, To Heobxoanmmo, 4ToObl
cornacve pgan ero puamnyeckmn npencra-
BUTENb. B cnydyae ecnm nuuo He AOCTUMO
COBEpPLUEHHONETUS, TO OO/IKHO Y4YUTbIBATb-
CSl ero MHeHne No Mepe yBenn4yeHns BO3-
pacTa 1 cTeneHu ero 3penoctu. B oTHowe-
HUM 1L, KOTOPbIE HE MOTYT AaTb CBOEr0 CO-
rnacuvsi Unv He 4OCTUITIM BO3pacTa HECOBEP-
LUEHHONETUS1, FeHeTMYeckme nccnenoBaHns
CUNTAOTCS 3TUYECKU MPUEMIEMbBIMU, €CNn
MX pe3ynbTaTbl MMEKT BaXHOEe 3HavyeHue
07151 X 300POBbS M OTBEYHAIOT UX MHTEpEecaMm.
Mpuyem npaBoONpUMEHUTENbHAs npakTuKa
EBponenckoro cyga no npasam 4yenioBeka
yKa3blBaET, YTO MOCMEPTHbIA OTOOP TKaHen
Tena ckoH4yaBllerocs 6e3 cornacus pof-
CTBEHHMKA TakKXe NPU3HaeTcs HapyLleHneM
[18], ciopa xe cnemyeT OTHECTUM M OTKa3s
BnacTten B nposeneHum aHanmsa AHK npeq-
rnosiaraemMoro MNoOKOWHOro oTua 3asiBUTENS
[19].

Cnenyet oTMETUTb, YTO NpaBo obcneay-
€emMoro nmua He 6bITb MHGOPMUPOBAHHBLIM O
pesynbraTtax UccnenoBaHus, 3aKpeneHHoe
B CcT. 10 Jeknapaumu, He NCNOJSIHAETCS, ECIN
OHO OCYLLECTBASNIOCh B MEANUMHCKUX UIN
Hay4yHbIX LEeNsx. Yka3aHHOe npaBuio He
NMPUMEHSETCH B OTHOLLUEHUN OAaHHbIX HEe0b-
paTMMO OTAENIEHHbIX OT MNOAAALLNXCSH
naeHTuduKaumum nuu, AN AaHHbIM, KOTO-
pble He BeayT K MOSy4EHUIO CBEAEHUNIA Y-
HOro xapakTtepa. Npunyem npaBo Ha 0Tka3 B
COOTBETCTBYIOLLMX Clydasix pacrnpocTpaHs-
I0OTCA M Ha WAEHTUDUUMPOBAHHbLIX POa-
CTBEHHWNKOB, MHTEPECHI KOTOPbIX MOIYT MO-
CTpanaTb B pe3ysbraTte NpoBeaeHns Takoro
nccnenoBaHus.

Mo MHEHMIO HEKOTOPbIX 3apyOEXHbIX aB-
TOPOB, YyKal3aHHble [eknapaTuBHble YyCTa-
HOBJIEHWNS NPEACTaBAATCA ANCKYCCUOHHbI-
MW BBMAY TOr0O, YTO C OJHO CTOPOHbI BO3-
BpaT MepPCOHNMUUMPOBAHHBIX CBEOAEHUNN
cnenyet cumtatb Hopmoi [20, c. 406-408], ¢
OPYroi CTOPOHbI, CBEAEHUS, MOJIYYEHHbIE C
MOMOLLbIO MOJIHOFEHOMHOI0 CEekBEeHMpOoBa-
HUS, MOMYT MCMNONb30BaTbCs U ANa dyHaa-
MEHTasIbHbIX Hay4YHbIX WCCefoBaHWiA, pe-
3ynbTaTbl KOTOPbIX MOFYT OblTb HE UHAMBU-
nyanbHO ngeHtnounumpyemeimu [21, c. 762-
769]. Kpome TOoro, H1 ons KOro He CekperT,
4YTO MCCNEeaOBaHUSA FreHETUYECKNX accouma-
UMiA He Bcerga NpOrHo3MpylT pasBuUTUE
TSXKOro 3aboneBaHusi, 4HTO CTaBUT Mo, CO-
MHeHne anddepeHUNPOBaHNE NOTYHEHHbIX

pe3ynbTaToB Ha HeraTUBHbIE N MO3UTUBHbIE.
Bes comHeHus, cneayeT Npu3HaTh TOT ¢akT,
4YTO MOCTOSIHHOE B3aMMOAENCTBME C y4HacT-
HMUKaMW WCCefoBaHNS MMEET OrpoOMHOEe
3HayYeHne Ans Toro, 4Tobbl NpuaHaBaTb W
yBaxatb uUx [0OpPOBOJILHOE cornacve Ha
NPOAOJIKEHNE WNW BbIXOA, M3 UCCnenoBa-
HUS.

OcobeHHOCTM aocTyna K reHeTUYeCcKUM
JaHHbIM 3akpernieHbl B cT. 13 Jeknapauum,
npu 3TOM yKa3blBaeTcsa Ha 0693aTefIbHOCTb
npenocTaBfieHns K COBCTBEHHbIM AaHHbLIM
3a MCKJIIOYEHMEM CiyyaeB, koraa aTu AaH-
Hble HeobpaTuUMO OTAeNleHbl OT COOTBET-
CTBYIOLLErO /MLa, KOTOPOE MOXeT ObiTb
NAEHTUDULNPOBAHO B KAYECTBE €ro NCToY-
HWKa, WK KOraa B COOTBETCTBUN C BHYTPEH-
HMM NpPaBOM OrpaHuyMBaeTcs MNoa00HbIN
[OCTYN B MHTepecax OXpaHbl 340P0Bbs Ha-
ceneHunsi, 0bLLEeCTBEHHOrO NopsiaKa Uan Ha-
LMOHaNbHOM 6e30MacHOCTY.

3awmTta KoHOUAEHUMANbHOCTU AaHHbIX
0 Nnue, CEMbE UM coumanbHOM rpynne, no-
JIYYEHHbIX C MOMOLLBIO MOJSIHOFEHOMHOIO
CEeKBEeHMpPOBaHWs, BO3/0XeHa Ha rocyaap-
CTBO, NpW 3TOM 3arnpeLlaeTcs packpbliBaTb
Takyto MHpopMaLmio TpeTbMM nuam, pabo-
ToOaTensiM, CTPaxoBblM KOMMaHUsAM, y4eb-
HbIM 3aBefEeHNsSIM N YfieHaM CeMbW, 3a UC-
KlOYEHNEM CJlyHaeB, CBSI3AHHbLIX C BaXKHbI-
MW 0OLLLECTBEHHBLIMU MHTEPECAMN, COOTBET-
CTBYIOLLMX BHYTPMIrOCYAAPCTBEHHOMY NpaBy
1N MeXyHapoaHbIM CTaHaapTam B o6nactu
3awmThl Npae yenoseka [22, ¢. 1170-1178].
OpHako ecnv reHeTnyeckme gaHHble cobpa-
Hbl 4719 HAYYHbIX LLeSIe, TO OHWN HE LOJIKHbI
OblTb CBSI3aHbl C JIMLOM, KOTOPbIA MOXeT
OblTb MAEHTUDULNPOBAH B KQ4eCTBE UX UC-
TOYHMKA, A0DKHbI OblTb MPUHSATLI MEPLI Npe-
[OCTOPOXHOCTU, NPENATCTBYOLME NX Orna-
LeHuno. JlaHHble MOryT OCTaBaTbCs HEOTAe-
JIEHHbIMW OT UCTOYHMKA, ECNUN 3TO HEOOXO-
OVMO OJ19 NpOBeAEeHNs NCCNeaoBaHNs Npu
YCNOBUN NX KOHOUAEHLNANBHOCTM N 3aLLn-
Thbl NpaBa 1A Ha YACTHYIO XM3Hb.

B cT. 15 yka3biBaloTCA Ha HEOOXOOVMBbIN
YPOBEHb JOCTOBEPHOCTU, ka4yecTsa N 6e30-
MacHOCTU TFeHeTMYEeCKMX OaHHbIX, cobpaH-
HbIX NPy 06cnenoBaHMM BUONOrMYECKNX 00-
pasuoB. B 4acTHOCTW, OHM HE MOIYT UCMOJb-
30BaThCA A4S LUEAM HEeCOBMECTMMOW C
NpeaBapuTeNlbHO MOJTYYEHHbIM COrlacmem
(cT. 17), nnu koraga B COOTBETCTBUM C HALMO-
HallbHbIM MNpPaBOM MpefnosaraemMoe Wc-
Nnonb30BaHNE COOTBETCTBYET BaXHbiM 00-
LLLECTBEHHBIM MHTEPECAM.

3aTparmeatoTcs B Aeknapauum n Bonpo-
Cbl XPaHEHUS, YHNYTOXEHNS 1 COomnocTasne-
HWS JaHHbIX. Tak, cornacHo cT. 20, rocyaap-
CTBa MOryT CO34aTb HALMOHA/bHbIE CUCTE-
Mbl MOHUTOPUHIA FEHETUYECKUX AaHHbIX Ye-
floBEKAa W ynpaBfieHUss UMK, WCMOJSb3ys
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MPUHLMMNbI HE3ABUCUMOCTN MHOrONPOodUsb-
HOCTW, MopanMamMa 1 TPaHCNapeHTHOCTW.
Takasi cuctema MOXeT PerynmpoBaTbCcs UC-
X051 N3 xapakTepa 1 Llenei Takux JaHHbIX.

CornacHo cT. 21 reHeTu4yeckne AaHHble
yenoseka 1 6uonornyeckme obpasubl, N3b-
ATble Y N0A403PEBAEMOr0 B XOe Yro/IOBHOIO
paccnenoBaHnsl, OOMKHbl  YHUHYTOXAaTbCS,
KaK TOJIbKO B HUX OTNagaeT HeobXxoauMOCTb,
a npenocTaBfieHNe TeHeTUYeCKMX AaHHbIX
yenoBeka B CyaebHO-MEAMLMHCKUX Lensix
N1 Ong uenen rpaxaaHckoro cyaonpouns-
BOACTBA BO3MOXHO TO/IbKO Ha TOT nepuoa,
KOTOPbI HEOBX0AUM AN 3TUX Uene, ecnm
MHOE He MNpeaycMOTPEeHO HauMoHaNbHbIM
3aKOHOAATENIbCTBOM, HE MPOTMBOPEYaLMM
MeXAyHapogHOMYy npaBy B obnactu npas
yenoseka. lMpu aTOoM, cnegyeT MNOMHWUTb,
4yTO, B CJly4ae BbIHECEHWS ornpaBaaTeslbHOro
npurosopa, oépasubl U MHDOPMaLMS O HUX
OOJKHbI ObITb TakXke ypaneHbl U3 Hauuo-
HaNbHOW 6a3bl AaHHbIX [23].

MNospHee, B okTa6pe 2005r., B ynpoLLeH-
HOM nopsiake 6bina NnpuHaTa Beceobuwas noe-
Knapaums o 6M0aTUKe U MnpaBax venoBeka
[24]., a 8 mapTa 2005r. yTBEpPXAEHA [dekna-
paumsa OOH o knoHnpoBaHun Yenoseka [25],
CcTaBsawas nog 3anpeT pPenpoaykTUBHOE
K/IOHMPOBaHME 4YenoBeka (co3gaHune Yeno-
BeYeckol ocobu), MeToabl UHXEHepun He
COBMECTUMbIE C YeN0oBeYeCkMM [OOCTOMH-
CTBOM, TMpenoTBpalleHne 3aKcnayataumm
XEHLLVH B NpoLiecce NpuMeHeHns brnonorn-
YecKnx Hayk.

M3 nOKYMEHTOB pervmoHasibHOro ypoBHS
cnepgyet Haseatb KOHBeHUMIO O 3awuTe
npae M OOCTOMHCTBA 4e/i0OBEKA B CBSA3U C
npUMeHeHneM OOCTUXEHN BMONOrnmn 1 me-
anumHbl (KoHBEHUMS O mpaBax yenoBeka u
ouomenuuyHe, OBbeno, 1997r) [26]. Hde-
Knapaums, 3a psaoM yTOYHeHMn, NoBTopuna
K/toYeBbIE NONOXeHUs Jeknapauum o reHo-
Me 4yenioBeka, Npu 3TOM ykasaB Ha TO, YTO

reHeTn4eckoe TECTUPOBAHNE MOXET NPOBO-
OUTbCS UCKTIOYNTENBHO B MEANLIMHCKUX Lie-
N§X, OTOENbHO YTOYHEH MEXaHU3M 3alLUnTbl
N1, He CNOCOOHbIX AaTh corflacue Ha Meau-
LIMHCKOE BMELUATENbCTBO, B TOM 4YMUCE Ha
M3bATUE OpraHa WK TKaHW, a Takxke NuL,
CTpajalowmx  MNCUXUYECKUM  PACCTPO-
cTBOM. 3arnpelleH BbIOOp nona 6yayliero
pebeHka, a Takke ycTaHoB/ieHa Heobxoam-
MOCTb Haanexawiein 3almuTtbl 3aMOpuroHa,
YCTAHOBJIEH 3aMpeT Ha Co34aHuMe 3Mbpuro-
HOB B 1ccnenoBaTenbekux uenax. OTmevas
3HAYMMOCTb AAHHOIO JOKYMEHTA ANS BbisIB-
JIEHNS1 OCHOBHbIX NPaBUSl XpaHEHUS, O0CTYy-
rna v 3aluTbl AaHHbIX MOHOreHOMHOr0 Cek-
BEHWPOBaHMWs, crneayeT ykasaTb, YTO €ro
JencTBme orpaHn4eHo Tepputopuen Espo-
nbl. NMosaHee copepxaHe KoHBEHLMN BbINO
OTKOPPEKTUPOBAHO DOMOJIHUTENbHBIMU
NpPOTOKOMaMN, KOTOPbIE Mbl PACCMOTPUM B
Cneaywmx 4acTax uccnegoBanus, ot: 12
aHBapsa 1998r.[27], 24 anBaps 2002r.[28],
25 anBaps 2005r. [29] n 27 Hos6psa 2008r.
[30],- B HUX Poccus yyacTtusa He NpUHUMAET.

Kak Buamm, paHo nnm no3gHo npobnemsbl
VMHTerpaumm n yHudukaumm HauoHabHOro
3aKOHOAATENbCTBA, HaMNpPaB/EHHOro Ha pe-
rynnpoBaHMe NpaBOOTHOLLIEHN B obnactu
XpaHeHus, OCTyna M 3almThl AaHHbIX NO-
HOFEHOMHOI0 CEKBEHMPOBAHUS MOTPEOYIOT
CcBOero paspelleHus. MNpuyem BpemMeHn Ha
MX NpuHATME OyAeT HEMHOMO C y4eTOM ak-
TUBHOMN NPaBOMNPYMEHUTENBHON MPaKTUKN
EBponenckoro cyna no npasam 4esioBeka.
MpencTaBnsieTcs HEOOXOAMMbIM B KpaTyaii-
LIne CpOoKM BblpaboTaTb YEeTKYO CTpaTeruio,
HamnpaBNeHHYI0 Ha paspeLLeHne Bonpoca o
TOM, UcnoJsib3oBaTtb N1 B Poccuiickon depe-
paumn 4Yepes MexaHuM3M MNpPUcoeamHeHns
pa3paboTaHHYIOKOHBEHLMOHANNbHYO — 6a3y
nnm chopmmpoBaTb COOCTBEHHbIN HOpMa-
TUBHbIA 610K B 9TOW 4aCTu C y4€TOM UMEID-
erocs 3apybexxHoro onbITa.
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U3paTenbckuii LEHTP.
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