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O HEKOTOPBIX BOMNMPOCAX NPABOBOIO PEINYJINPOBAHUA CTATYCA YHYACTHUKOB NEHOMHbIX
WCCNEOOBAHUNA

3. B. Anmmos =
Akafnemus Tpyaa 1 coupmanbHbix OTHoLLeHWA, Mocksa, Poccus

HenpepbIBHOE Pa3BWTIE OOLLECTBEHHBIX OTHOLLIEHUI BNIEYET 32 COO0IN HEOOXOAMMOCTL MOCTOSIHHOMO COBEPLLEHCTBOBAHMIS, B MEPBYIO O4epe/ib, 3aKOHOAATENbHOrO
perynMpoBaHmsi, YTOBbl OHO OTBEYASO CIIOXKMBLUMMCS B OOLLECTBE 1 rocyaapcTBe peannsm. [JaHHoe yTBepKAeHe ABNSIeTCA BEPHbIM Y B OTHOLLEHNM NPaBOBOWA
pernaMeHTaumm crtaryca y4acTHUKOB MeHOMHbIX MCCNeaOoBaHNi, MOCKOMbKY AaHHas OTHOCUTENbHO HOBas cdepa OOLLECTBEHHbIX OTHOLLEHWIA coYeTaeT B cebe
Kak NybnmyHble, Tak 1 YacTHble MHTepechl. B 3Toi CBsI3W NpaBoBOe pPerynMpoBaHve JOMKHO YYUTbIBATb TakMe MPUHLMMBI, Kak HanaHc nybramyHbIX U H4acTHbIX
NHTEPECOB, 3alliTa npaB 1 cBOOO[ YenoBeka, 3aliyTa OXpaHseMol 3aKOHOM TaliHbl, obecneveHre HalMoHabHbIX MHTEPECOB rocydapcTea 1 T. n. OgHako
[0 nocnegHero MOMeHTa HOPMaTMBHOE MPaBOBOE PEryIMPOBaHMe cTaTyca y4aCTHUKOB FEeHETUHECKMX nccnegosaHuin B Poccuinckon denepauyn He nmeet
KOMIJIEKCHOMO XapakTepa, YTO He CrocoOCTBYET PasBUTUIO AaHHOM chepbl OBLLECTBEHHBIX OTHOLLEHUI, a Takke obecrnevdeHnio npaBs, CBOOOL, 1 3aKOHHbIX
NHTEPECOB OTMEYEHHbIX L. HeobxoayMo nocpeacTBOM Npasa peLLrTb BOMPOC O rpaHmnLLax 03BOSIEHHOO MNOBEAEHWS YHaCTHUKOB rEHETUYECKIX NCCNEA0BaHNIA,
X NpaBax, 003aHHOCTAX, rapaHTUsAX 1 OTBETCTBEHHOCTU. [peacTaBnaeTcs LenecoobpasdHom padpaboTka KOMMIEKCHOro (eaepanbHOro 3akoHa O MpaBoOBOM
cTaTyce y4acTHUKOB reHeTUHecKnX nccneposaHuin B Poccuiickorn ®epepaummn. O6LLMA NOAXOM K BbICTPanBaHUIO MOSHOLIEHHOrO NPaBOBOro PeryMpoBaHnus B
[[aHHoM chepe BUAMTCS B CYCTEMATN3ALIMM COXKMBLIErOCS MPaBOBOMO PEMYIMPOBaHUS C y4ETOM HEOOXOAMMOCTY 3aKOHOAATENBHO pernameHTaLmn BbISBNEHHbBIX
npobnem B chepe NCNOoNb30BaHNUA MEHETUHECKX TEXHONOMMIA 1 NMPOBEAEHUST TEHOMHbBIX UCCNeoBaHWA. Takke Mpu OCYLLECTBAEHUM Takoro HOPMaTUBHOMO
perynMpoBaHmst LOMKHbI NOMY4UTb OTPaXEHWE 0OLLENPY3HAHHBIE MOPaIbHO-3TUHECKIME MPUHLMMBI Y HOPMbI MPOBELAEHUS MELAVLIMHCKYIX, @ TakXKe MeHETUHECKIMX
1cenenoBaHuin.
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ABOUT SOME ISSUES OF LEGAL REGULATION OF THE STATUS OF PARTICIPANTS INVOLVED
IN GENOMIC RESEARCH

Alimov EV &
Academy of Labor and Social Relations, Moscow, Russia

Continuous development of social relations implies the need in constant improvement of primarily legislative regulation so that it could adapt to the current
realities in the society and country. This assumption is true both with regard to the legal regulation of the status given to participants of genomic research, as this
relatively new area of social relations embraces both public, and private interests. In this respect, legal regulation should consider certain principles such as the
balance of public and private interests, protection of human rights and freedoms, protection of sensitive data by the law, protection of the national interests, etc.
Nevertheless, normative legal regulation of the status of genomic research participants in the Russian Federation is not complex in nature yet. Thus, it fails to result
in development of this area of social relations and ensuring the rights, freedoms and legitimate interests of the mentioned persons. It is necessary to settle the issue
about the boundaries of the allowed behavior, rights, obligations, guarantees and liability of genetic research participants. It seems to be appropriate to develop
a complex federal law about the legal status of genetic research participants in the Russian Federation. A general approach to arranging complex legal regulation
in this field consists in systematization of the existing legal regulation considering legislative regulatory activity of the discovered issues in the field of using genetic
technologies and conducting genome research. During the regulatory control, it is necessary to reflect common moral and ethical principles and standards of
medical and genetic research.
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CoBpeMeHHble MTeHOMHbIE MCCNeAoBaHNS OTKPbIBAKOT paHee
HeOOCTYMHblE BO3MOXXHOCTW A1 COBPEMEHHOro obLlecTsa
B 4YacTu npedynpexaeHns un nedeHus 3abonesBaHun,
paspaboTK/ HOBEMLLNX METOAOB KIIMHMYECKOW AUArHOCTUKM,
nnaHMpoBaHKs cembi, 60pbbbl C MPECTYMHOCTHLIO Y BO MHOIMIX
apyrnx cihepax.

OpHako  MpoBedeHWe  MEeHOMHbIX — UCCcnenoBaHum
HemocpeacTBEHHO 3aTparvBaeT OCHOBHblE MpaBa YenoBeka
(DOCTOMHCTBO  JIMYHOCTUW, HEMPUKOCHOBEHHOCTb YaCTHOW
XKU3HW, OXpaHa 300pOBbs WM Op.), MOSTOMy TpebyeTcs
ocoboe BHMMaHVE K VX CODMIOOEHUIO, a TakxKe HalpeBaeT
HeobxoaMMOCTb pagdpaboTaTb COOTBETCTBYHOLLME MPaBOBble

akTbl. [py 3TOM Takas npaBoBasi perfameHTaums OosmKHa
YHUTbIBaTL 3HaYMMble 415 0OLLIECTBA 1 roCyAapcTBa LIEHHOCTU:
obecne4veHre HanaHca NyoGnnYHbIX U YaCTHbIX WUHTEPECOB,
HeobX0AVMOCTb Pa3BUTUA OTEHECTBEHHOW HaykW, COBNOAEHVE
npas 1 CBOOOA, YenoBeka 1 rpakaaHrHa, 3allmTa oxpaHsemMon
3aKOHOM TalHbl 1 Ap.

B HacTOosilee Bpemss HOpMaTMBHOE MNpaBOBOE
perynnpoBaHie B JaHHOM 06nacTyi 0OLLECTBEHHBIX OTHOLLIEHWIA
B Poccuinckom degepaumm MOXXHO Ha3BaTb (dparMeHTapHbIM,
MOCKOJIbKY OHO CBOAMUTCSI MPEVMYLLIECTBEHHO K BOMpOCcam
rocynapCTBEHHOW FEHOMHOW PErMCTRaLMN, FEHHON UHXXEHEPWN,
FEHOMHOW (FEHETKO-MONEKYNAPHOM) SKCNepTU3bI.
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B aTOM ©BSA3M akTyafbHbIM  SBASETCA  BOMPOC
OTHOCUTENBHO 0becneyennst HanaHca NHTEPECOB Pa3NYHBIX
YyYaCTHUKOB TEHETUYECKNX WCcNeaoBaHuii 1 Bblbopa
OonTVMasibHOM MOAENV MPaBOBOrO PEryMpoBaHnS AaHHbIX
OBLLECTBEHHbIX OTHOLLUEHWA. C OAHOM CTOPOHbI, HEOBXOAMMO
cobnogatb npaea, cBobodpl M WHTEpPEChbl MalMeHToB, a
TaKXe X poacTBeHHWKoB. G Opyron CTOPOHbI, M3NuLIHee
OrpaHVYMTENBHOE PEryIMPOBaHNe CrMOCOOHO CyLLECTBEHHO
YCNOXHUTb 1 (haKTUHECKN 3aMefNTb Pas3BUTNE POCCUINCKON
FEHEeTUYECKOM HayKu, KOTopast U Tak B HacTosillee Bpems
OOBbEKTNBHO YCTynaeT BedyLlMM rocydapctBamM B [JaHHOW
cthepe (CLUA, BenukobputaHus, lepmaHus, dpaHums n
ap.). MoaToMy npefdcTaBnseTcs, YTo HeOOXOAMMO BbIOpaThb
cbanaHc1poBaHHbI BapuiaHT, 0becne4mBLLMI Obl Kak Npasa 1
€B0OOOb! NALMEHTOB COMIaCHO MeXXAyHapOAHbIM CTaHAapTaMm,
Tak 1 cBOOOAY Hay4YHOW OESATENbHOCTU, YTO MOXET ObITb
[OCTUIHYTO MOCPEACTBOM COKpalleHnss HeobOCHOBaHHO
00MBLIOr0 KOMYeCTBa aaMUHUCTPATUBHBIX 6apbepos, YTO,
Harnpymep, MOXXHO HabtodaTb y MMPOBOro Nuaepa B obnactu
reHeTukn — CLLIA.

OrpoMHbIN  MOTeHUMan WCMob30BaHUs pe3ynbTaToB
FEHOMHbIX 1CCNefoBaHuU 0bycnaBnmBaeT BOCTPEOOBAHHOCTb
MPVHATUS COOTBETCTBYIOLLEN HOPMAaTVBHOWM NpaBoBov 6a3bl 1
rocynapCTBeHHbIX nporpamm (Ykas [NpeanaeHta Poccuickonm
depepaunn ot 28 Hos16pst 2018 . Ne 680 «O pasBuUTUN
reHeTn4Yecknx TexHonorun B Poccuinckon ®Pegepaunn»,
[NocTaHoBneHve MpasuTtenscTBa Poccuinckon denepaumm OT
22 anpens 2019 1. Ne 479 «O6 yTBepxaeHUM PenepanbHoi
Hay4YHO-TEXHUHYECKOW MpOrpamMmMbl PasBUTUS TEHETUHECKMX
TexHonorum Ha 2019-2027 rogpl» 1 p.).

BmecTe ¢ TeM napannenbHo C pelleHreM BOMpPOCOB
VHHOBALMOHHOIO  PasBUTUS TEeHETUKU W MPUMEHEHNS
pe3ynbTaToB FEeHETUYECKMX UCCeoBaHWin B pasinyHbIX
OTpaCchsAX 3KOHOMVIKI (CENbCKOE XO35MCTBO, MPOAOBONBLCTBUE,
30paBooOXxpaHeHe 1 Op.) CylwlecTByeT o06beKkTuBHas
noTpebHOCTL B MPaBOBOV perfiaMmeHTaLm cTaTyca y4aCTHIKOB
FeHeTUHECKMX UCCNefoBaHWn. OTO KacaeTca npexae BCero
3aKOHOAATENbHOr0 YCTaHOB/EHNUST TPaHuL, [O3BOSIEHHOIO
rnoBedeHNs y4aCTHUKOB MEHETUHECKIX MCCNedoBaHUN, VX Mpas
1 06A3aHHOCTEN, rapaHTUA 1 OTBETCTBEHHOCTU.

PESYJIBTATBI NCCNEOOBAHA

MNpencraBnsaeTcsl, 4TO  Y4YaCTHUMKOB  FEHETUYECKUX
1CCNeNoBaHMn MOXKHO YCIIOBHO pasneniTb Ha ABe rpynmbl.
[. Jlvua, Yen reHeTnHecKMin matepuan KUcrnoabayetcsa Ans

NMPOBENEHNS TEHETUYECKOrO NUCCnenoBaHs.

1. MaupeHTbl— nuua, JaBLve cormnacue Ha UCnonb3oBaHmue

MX TEeHEeTUYeckoro martepuana npu npoBeaeHumn
reHeTN4eCKOro UCcneaoBaHns.

2. Jlnua, nmetoLLme reHeTHeckoe POACTBO C naLyeHTamu.
[l. CybbekTbl, MNpUHUMaKOLLME Yy4acTie B oOpraHu3aumm

FEHEeTUYECKNX UCCNEdoBaHUA UM HEMNOCPEACTBEHHO UX

OCYLLECTBNSAOLLINE.

1. OpraHuaaumn.

2. Y4eHble-uccnegoBaTtenu.

3. MegnumHCKnin nepcoHarn.

MpaBoBot cTaTyc (NpaBa, 00A3aHHOCTW, rapaHTUM W
OTBETCTBEHHOCTb) OTMEYEHHbIX YYaCTHMKOB MeHETNYECKUX
1nccneqoBaHUn  OOMMKEH  MOMYyYMTb  COOTBETCTBYHOLLYHO
3aKoHodaTeNbHylD  perfnameHTaumMo  —  Hanpumep,
rnocpeacTBOM MPUHATUS OTAeNbHOro deaepanbHOro 3akoHa
O cTaTyce Y4acCTHUKOB FeHOMHbIX 1ccnenoBaHuin. B paHHoON
CBSI3M POCCUIMCKOMY 3akoHOOAaTento CreayeT He TOMbKo
PYKOBOACTBOBATLCS OBOLLENPU3HAHHBLIMU MEXXyHapOOHbIMI

MEDICAL ETHICS | 2, 2022 | MEDET.RSMU.PRESS

OPINION

cTaHZapTamy MpPoBedeHUs MeOUUMHCKMX WUCCNefoBaHuM,
B TOM YMCMIE N FEHETUHECKMX, HO 1 0DpaTUTh BHUMaHWE Ha
CYLLIECTBYIOLLME MOAENM MPaBOBOrO PErynMpoBaHNs ctaTtyca
YYaCTHUKOB MEHETUYECKUX uccnegoBaHnin. BbibupaTb
3a OCHOBY Ty WM WHYIO MOAenb HeobXodMMO C y4eToM
Kak CODOMIOAEHUS KOHCTUTYLIMOHHBIX LIEHHOCTEN, Tak U
HeobX0AMMOCTI Pa3BUTNS FTEHETUYECKON Hayku B Poccun.

CnenyeT OTMETUTB, YTO MPaBOBOW CTATyC MaUMEHTOB —
YHaCTHMKOB MtOObIX MEAULIMHCKNX 1 HAYYHbIX NCCNEA0BaHNA —
6asnpyeTcs Ha B3aMMOCBSA3aHHbIX MONOXKEHUSAX KOHCTUTYLA
Poccuinckon ®epepaumm 1993 1., a Takke Hopmax
MexayHapogHoro npasa (KoHBeHUMS O OUONOrm4eckom
pasHoobpasunn ot 5 uoHs 1992 1., KoHBeHUMst O 3alimTe npas
4YenoBeka 1 OCHOBHbIX CBOOO, OT 4 Hos1bpst 1950 ., KoHBeHUs
0 3aliMTe NpaB YefloBeKa 1 YelOBEYECKOro JOCTOMHCTBA B
CBSI31 C MPVMEHEHVEM OOCTUVXKEHUIN BUMONOrMnN 1 MEANLINHDI:
KoHBeHUMs 0 NpaBax Yenoseka 1 bromeguumHe oT 4 anpens
1997 r. v gp.) [1].

Cpeon Takux MNONoXXeHun KoHcTUTyumn Poccuickon
defepaunm cnegyet OTMETUTB: BbICLLYIO LIEHHOCTb YenoBeka,
ero npasB 1 cBobof (CT. 2); paBeHCTBO rpaxaaH B rnpasax,
cBobopax 1 06A3aHHOCTAX (4. 2 CT. 6); rocynapCTBEHHYHO
OXpaHy Tpyoa W 300pOoBbs oden (4. 2 CT. 7); npuHUMN
1MOE0N0MMHYECKOro MHOroobpasusi, KOTopbI NoapasymMeBaeT
HEBO3MOXHOCTb HaNIOXKEHWS OrpaHnyeHnii U 06s3aTenscTs
Ha rpaxgaH B 3aBWCUMOCTM OT Kakon-1mbo uaeonoruv
(4. 1 cT. 13); rocymapCTBEHHYIO OXpaHy [OOCTOMHCTBa
JINYHOCTW, 3aMpeT MbITOK, HACUNS, OPYroro XeCTOKOro 1mm
YHDKAIOLLEro 4e/loBeHECKOe AOCTOMHCTBO obpalleHns vam
HakasaHusi, a Takxke ObITb MOABEPrHYTbIM 63 AOOPOBOLHOMO
cornacus MeaVUMHCKUM, HayYHbIM  WAW  WHbIM - OMblTam
(cT. 21); HENPUKOCHOBEHHOCTb YaCTHOWM >KU3HWU, JINHYHOW W
CEeMEWNHOW TalHbI, 3alyTbl CBOEN 4ecTu M O0OPOro UMEeHU
(4. 1 cT. 23); 3anpeT Ha cbop, XpaHeHue, NCMob3oBaHVe Y
pacnpocTpaHeHne MHhopMaLIM O HYaCTHOW »13HW nnua 6e3
ero cornacus (4. 1 cT. 24); rapaHTuio cynebHON 3almThbl NpaB
1 cBobop, (CT. 46) 1 ap.

[Mpy STOM CMMCOK KOHCTUTYLMOHHBIX MpaB SBASeTCS
OTKPbITbIM, YTO rapaHTPYET HEBO3MOXXHOCTb OTPULIAHNS VN
yMarneHus apyrx obLLenprsHaHHbIX Npas 1 cBoOoL, YenoBeka
1 rpaxxaaHnHa.

Ocobo cnegyer obpaTnTb BHUMaHWe Ha 4. 2 cT. 21
KoHcTuTyummn Poccuiickon ®egepaummn, npeaycMaTpuBaroLLyto,
YTO HUKTO HEe MOXET ObiTb 6€3 A0O6POBOABLHOMO Corfacus
noaBEPrHyT MEANUMHCKMUM, Hay4YHbIM WA WHBIM OMbITaMm.
[OCTOMHCTBO NIMYHOCTU WMEET CYOBEKTVBHO-MPAaBOBYHO
1N  OOBEKTUBHO-MPABOBYKD CTOPOHY. [ocymapcTBy, C
OfHOW CTOPOHbI, 3anpeLeHo CaMOBOSIbHO MocsraTb Ha
aBTOHOMWIO WHAMBMAA; C APYro CTOPOHbI, OHO OOSMKHO
CO3aTb NMPaBOMoOPSOK, UCKOYatoLLMA nocsaraTenscTsa Ha
[OCTOVHCTBO JIMYHOCTW CO CTOPOHbI Kak rocy4apcTsa, Tak v
HaCTHbIX JINLL.

KoHcTuTyumoHHbin Cyn Poccuiickon ®epepaumn B psige
cBoux pelennn (MocTtaHoBneHne ot 18 despana 2000 r.
Ne 3-I1; Onpenenerus o1 29 aHBapst 2009 r. Ne 3-O-O,
oT 29 ceHTabpsa 2011 . Ne 1063-O-O v gp.) oTMETUN, YTO
MNCXOAS VX psifa B3aMMOCBSA3aHHbIX MOA0OXKeHW KOHCTUTYLA
Poccunckon ®epepaumm (4. 4 cT. 29, 4. 1 CT. 23, 4. 1
CT. 24) HeponycTUMbl COOp, XpaHeHne, WCMONb30BaHne
1N pacnpocTpaHeHne WHMopMaLn, KoTopasi COMpshkeHa
C HapylweHVeM KOHCTUTYLMOHHbIX MpaB 4YenoBeka Ha
HEMNPUKOCHOBEHHOCTb YaCTHOW XXN3HW, INYHOW 1 CEMENHOM
TalHbl. B naHHOWM cBsdn HeobxoammMo 06paTTb BHYMaHMe Ha
OOHO OBCTOATENBCTBO: FEHOMHasA MHOPMaLMSA MOSHOCTHIO
OTBEYaET YCTaHOBNEHHbIM (hefepasibHbIM 3aKOHOAATENBCTBOM
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O NEePCOHASTBbHBIX JaHHbIX MPU3HaKaM NepcoHaslbHbIX AaHHbIX.
[MoaToMy, Kak MpedcTaBAseTCs, BOMPOC B AAHHOM Cly4ae
[OO/KEH CBOOUTBCA TOMBKO K OMNpPeneneHnto ONTUMaibHOro
NMpPaBoOBOro pexkruMa nepcoHasibHbIX AaHHbIX, KOTOPbLIV
cnegyeT NpUMEHATb B OTHOLLEHU MTeHOMHOW MHGOpMaLm o
rpakgaHax.

Kpome Toro, B OTMEYEHHbIX peLLeHnAaxX KOHCTUTYLIMOHHOTO
Cyna Poccuiickon @epepauym ObiNo Takke 3akpenneHo,
YTO MOCKOJIbKY OrpaHvYeHre npas 4enoseka (CornacHo 4. 3
CT. 17 n 4. 3 CT. 55) BO3MOXKHO VCKIIOYNTENBHO HA OCHOBaHM
denepansHOro 3akoHa ONs 3alyMTbl COOTBETCTBYHOLLMX
KOHCTUTYLMOHHbBIX  LEeHHOCTEeN, camMa  peannsaund
KOHCTUTYLIMOHHOIO NMpasa Ha MH(OopMaLIMiO, 3aTparnsBaroLLyto
HaCTHYHO »KN3Hb APYrvX KL, JOMKHA ObITh pernameHTUpoBaHa
B YCTaHOBJIEHHOM 32KOHOM MOPSAAKE; MPY 3TOM KOHCTUTYLIMA
Poccun ponyckaetT BO3SMOXHOCTb MPUMEHEHNS B OTHOLLIEHWM
ONpPeAeneHHoro B1aa nHopmMaLn cneupansHOro NpaBoBoro
pexuma, B TOM YUCEe pexuma orpaHnyeHus cBo60AHOro
[OCTyrna K HeN CO CTOPOHbI TRETBYUX JINLL.

[Monaraem, 4TO NULL, VMEIOLLIX MeHETUYEeCKOe POACTBO C
nauyeHTamn, CneqyeT NpuaHaBaTh YHaCTHUKAaMU FEHETNHECKNX
1ccnenoBanHmnii ¢ 0cobbiM CTaTycoM. [1oCKoNbKy POACTBEHHMKI
VMEIOT FeHETNYEeCKOe POACTBO C NaumeHTamu, npoBeneHue
FEHETUHECKNX UCCNedOoBaHWM 1 NOMyYeHe COOTBETCTBYIOLLIEN
NHOPMAaLMM 3aTPOHYT TakXKe NX npaBa 1 3aKOHHbIE MHTEPECHI.
Takoe nonoxenue ucxoguT K3 4. 3 cT. 17 KOHCTUTYyUMN
Poccuickon ®egepaumm, yCTaHOBMBLLEN, YTO OCYLLECTBEHNE
npas 1 cBo6OA, YenoBeka 1 rpaxxJaHnHa He OMKHO HapyLlaTh
npaea 1 ceobodpl aApyrix nuL. COoOTBETCTBEHHO, peannays
CBOWM MpaBa 1 cBOOOAbI, rPaKaaHWH (MauWeHT) He OOMKeH
HapylwaTb npaBa W CBOOOAbI APYrMX 1L, B 4aCTHOCTU
€ro reHeTUYeCKNX POLACTBEHHVKOB (HanpuMmep, npaso Ha
HEMPUKOCHOBEHHOCTb YaCTHOW >KU3HW, INYHYIO Y CEMENHYHO
TanHy).

B Bompocax npaBOBOro peryavpoBaHus crartyca
YHaCTHNKOB TEHETUYECKUX WCCNeOBaHNn KpaeyrosibHbIM
BOMPOCOM $SBASIETCSt 06ecrnedeHrie pexxuma nepcoHanbHbIX
[OaHHbIX WL, YEen reHETUHECKUIA MaTepmnan UCnonb3yeTca Ang
NPOBELEHNSA FrEHETUYECKOro nccneqosaHng. [NpencraBnsercs,
YTO 3aKoHOZATENO HEOOXOANMO MPEOYCMOTPETb MOBbLILLEHHbI
YPOBEHb MPaBOBOM 3aLLUUTbI NMEPCOHASbHBIX MEHETUYECKNX
[JaHHbIX. OTO CBA3aHO C PSAOM MPUHMH.

Bo-nepBbix, reHetndeckag uHpopMaumsa O naumeHTe

HenocpencTBeHHbIM o6pa30M 3arparmsaeT npaBa
ero reHetn4eCKnx poAacCTBeHHVMKOB, B TOM  4uCne
HeCOBEPLUEHHONETHMX, TOCKOJIbKY MO3BOJIAET Y3HaTb

onpefeneHHble cBegeHns 06 WX 3[00POBbE,
CK/TIOHHOCTSAX noBefdeHus [2: 186-188].

Bo-BTOpbIX, aHaM3 reHeTU4ecKoro matepuana YenoBexka
No3BONAET 3PIEKTUBHO €ro MAEHTUMULIMPOBATL (a Takke
€ro reHeTNYeCKNX POACTBEHHMKOB), YTO Ha AaHHbI MOMEHT
aKTVBHO VCMOSb3YETCS B LiENAX NMPOTUBOAENCTBIS MPECTYNHOM
nesTenbHocTn [3].

B-TpeTblX, Takke CTaHOBUTCHA akTyanbHOW npobnema
CO3[aHNS HECAHKLIMOHMPOBAHHBIX 6a3 MEHETUHECKMX JaHHbIX
0 rpaxkaaHax, hopmMmpyemMbix nyTem 6eCKOHTPOIbHOMO cbopa
X FTeHETHECKOro MaTepuana (To ecTb 6€3 VX 40O6POBOLHOMO
cornacus). Tak, Hanpumep, pesynbTaTbl FeHeTU4ecKoro
TECTUPOBaHUSA rpaxkdaH NpPeacTaBnstoT OOMbLION VHTEpPEeC
Ons paboTofarener 1 CTPaxoBblX KOMMAHNI, MOCKOJbKY Takoe
TECTMPOBaHVE MOXXET NPEfOCTaBUTb CBEAEHMS O BO3MOXKHbIX
FeHEeTUYECKMX MPeapacrnonoXXeHHOCTAX YeoBeka, B TOM
Yi1Cne CKINOHHOCTU K OnpeaeneHHoOMy 3ab01eBaHMIO, a Takke
0 ero amMoupmoHanbHom cTopoHe [4: 69-70]. Taknum obpasom,
HEKOTOpPbIE KOMMaHWN Y>xe Ha AaHHbIA MOMEHT MOMyT aKTUBHO

NncuxunKe,

1CNOMB30BaTh 3TV CBEAEHNS NPV NpremMe Ha paboTy, peLleHnm
O MOBbILLEHWN, YBOSIBHEHUW U NPW pacnpefeneHnn 3agaHuin,
peLLEHNM BOMPOCOB O CTPax0oBaHWN.

BmecTe ¢ TeM reHeTndeckas MHdopMaLs He cnocobHa
TOYHO npeackasatb Oyayllee Kakoro-nMbo KOHKPETHOro
MHOMBUOA, MOCKOMbKY «yBEWYEHWE WHOMBWOYaNbHOro
pucka B 2-5 pa3 faxke Npy BbICOKOM MOMYNSLMOHHOM PUCKe
(Hanpumep, 1/1000) oTHIOAP HE O3HAYaeT, YTO TeCTUPYEMbIi
3aboneeT MMeHHO 3TuM 3aboneaHvem. CnenoBaTesbHO,
naxe B ycnoBusax GWAS cedac MOXXHO onpeaeniTb TONbKo,
OTHOCUTCS JI1 YeNOBEK K rpynne NOBbILLIEHHOMO PYCKa Kakoro-
T0 M®3, HO HeMb3si AaBaTb CKOJMbKO-HWOYAb 060CHOBaHHbIE
NMPOrHO3bl OTHOCUTENIbHO peanvsaumn 3TOro pucka Ans
KOHKPETHOIo nHavemayyma» [5: 83]. B aTon CBA3K Yenosek, He
MMEIoLLMIA 3a00NeBanHnii, Ha OCHOBaHWN HEKOEW BEPOSITHOCTM
MX HaCTYMMeHUs1 MOXET CTaTb >KePTBOW AUCKPUMUHALMMK MO
FeHEeTUYECKOMY MPU3HaKy, YTO SBMSETCA HeOOnyCTUMbIM B
COBPEMEHHOM MPaBOBOM AEMOKPATUHECKOM rOCYy4apCTBe.

B-4eTBepTbIX, reHeTudeckas uHgopMauns sBNseTcs
0CO6bIM BMAOM NEPCOHANBHBIX AaHHbIX 11 TPEOYET MOBbLILLEHHbIX
Mep rocygapCTBEHHOW 3allinTbl U MO TOW MNPUYMHE, YTO
reHeT4eckast nHopmMaums (B OTanM4mMe OT BUOMETPUHECKIX
[aHHbIX, VHMopMaumMn o6 agpece MNpoOXKMBaHWA U Op.)
NOEHTUDULIMPYET N XapaKTepU3yeT LUMPOKUIA Kpyr L,
VMEIOLLMX FeHeTUYeckoe POACTBO C MauUMEHTOM, B TOM
yMCne MOCNEAyoLLMX MOKOMNEHM. Taknum obpasoM, OaHHast
MHpopMauys 6yaeT B OnpeneneHHon CTeneHu OTHOCUTHLCS
K MOTOMKaM MnaumeHTa 1 ero reHeTUHecKUX POACTBEHHVKOB,
NMo3TOMY, YCNOBHO rOBOps, OHa 6yaeT MMeTb GEeCCpOYHbI
xapakTep.

[MPUMEHUTENBHO K OAHHOW CUTyauum POCCUNCKUN
3akoHodateNlb  OO/MKEeH HOPMaTMBHO  3akpenuTb 1
obecneynTb rapaHTuM CobntoaeHNs NPU3HaHHBIX B Hayke ©
3aKoHOZAaTeNbCTBE BeAyLLMX rOCyAapCTB NpaBui NPOBEAEHNS
FEHETUYECKNX WCCNEdOBaHWUN 1N MPUMEHEHUS MOYyYEHHbIX
pesynbTaToB,  KOHMOUAEHUMANbHOCTU  FEHETUYEeCKOWN
MHpopMaLMM 1 HEAOMYCTUMOCTY €€ Nnepefaqy TPETbUM 1LIaM.
B fononHeHre K 3ToMy Takxxe Heobxoaymo noslyvaTb cornacue
BAN3KUX (M JaNIbHKX) POACTBEHHNKOB, UMEIOLLINX MEHETNHECKOE
pPOACTBO C MauUMeHTOM, [O/1S CaHKUMOHWPOBAaHUS TakuxX
1CCNefoBaHNiA, UCMONb30BaHWS MOSTyHYEeHHbIX Pe3ysTaToB B
3aKOHHbIX LIensix.

PerynnpoBaHne npaBoBOro craTyca CyObekToB,
OCYLLIECTBNSIOLLMX MPOBEAEHVE MEHETUHECKNX VCCNEN0BaHMN,
TaKke [O/MKHO BKOYaTb Takve SnemMeHTbl, Kak npasa,
0653aHHOCTW, rapaHTM 1 OTBETCTBEHHOCTb. [1pK STOM, y4uTbIBas
CNOXHbI XapakTep [AaHHbIX OOLLECTBEHHbIX OTHOLLUEHUA
0COBYIO LIEHHOCTb MEHETUHECKOM MHOpMaLMn O YenoBeke,
OCHOBHbIMW HarpaBeHVsiMY 3aKOHOAATENBHOM perniaMmeHTaumm
[esTeNbHOCTU AaHHbIX CyObeKTOB AOMKHbI CTaTb:

1) obecnedeHne  3aKOHHOCTM U MNPO3PAYHOCTU

OTMEYEHHOW 1CCnenoBaTenbCKon AesiTeNbHOCTY;

2) 3akpenfieHne COOTBETCTBYIOLLMX 06s3aHHOCTeN, a
TaKKe MEXaHN3MOB AJ151 MPUBEHEHNS K IOPUANHECKON
OTBETCTBEHHOCTU B LiENAX COBMoAeHNS Mpas 1 cBobos
nauyeHToB;

3) cofencTBMe pasBUTUIO TEHETUKW, rOCYAapCTBEHHAs
nogaepXka MUCCNefoBaHUi,  HanpaBfieHHbIX — Ha
ynyuyLLEeHVe 300POBbs rpaxkAaH, 3aLLmTy HaLMOHabHbIX
VNHTEPECOB.

OpHako Ha [[aHHbli MOMEHT OTCYTCTBYET npaBoBast
OMNpeneneHHOCTb B BOMPOCax 3aKOHOAATENbHON perfiaMeHTaumm
XapakTepa, METOAOB ¥ CTaHAAPTOB NPOBEAEHVS FEHETUHECKINX
VCCNefoBaHWN B CTpaHe, NpedynpexneHns 1 ycTpaHeHns
reHeTNYeCcKON OMCKpUMUHaLMK. MOXHO yTBepxaaTb, YTO
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Poccusa gBvKeTcs Mo nyTyv CTaHOBMEHUS KOMMIEKCHOM
MOZENM MPaBOBOro PEryMpoBaHNS OCYLLECTBNEHNS TEHOMHbIX
vcecnegoBaHni,

B HacTosllee Bpemsi B POCCUICKMX HOPMAaTUBHbIX
NpaBOBbIX akTax, a TakKxe B CydebHOM NpakTuke He
YCTaHOB/IEHO CoOfepXXaHWe npaB YenoBeka B obnactu
NPOBEOEHNST TEHOMHbIX WCCNefoBaHWA, He 3akpernseHbl
crneumasbHble MpaBOBble rapaHTUW; FeHOM 4YenoBeka He
paccMaTpuBaeTCsl B Ka4eCcTBe afieMeHTa MnpaBa Ha oxpaHy
3[10POBbS 1 MEOVLMHCKYIO MOMOLLb.

Mo>KHO corfacuTbCa C NO3uLMen, B pamMkax KOTOpPOW
K OCHOBHbIM COBpPEMEHHbIM yrposam B cdpepe obpallieHnst
FeHOMHOW MHopMaLmK, cToswmm nepen, Poccunen, cnenyet
OTHECTW 3aTpaTHOCTb, HEeCaHKUMOHWPOBAaHHbIA OOCTyM,
OLMOKW, MacCOBble CKPUWHWHIMM, GEe30TBETCTBEHHLI COHOP
1 6e30TBETCTBEHHOE XpaHeHne reHOMHOW WMHopMaummn [6:
136]. C y4eTOM TOro, 4TO OnpeneneHue Mno3uLMn OaHOro
reHa B reHome 4enoBeka CnocobHO 6e30LLMO0YHO BbISIBUTH
0OOHOrO-eANHCTBEHHOMO YenoBeka 13 10 MunnvapaoB Apyrux
NOAeN, OCYLLECTBNEHNE MEHOMHbIX WUCCRefoBaHWii CTaBuUT
onpefeneHHsle 3ajayn B 06/1aCTV 3allinTbl NEPCOHAbHbIX
NaHHbIX, YaCTHOW >KN3HW, BpadvebHON, CeMenHoM N WNHOW
OXpaHAEMOWN 3aKOHOM TarHbl [7: 183].

OTOeNbHbIM  BOMPOCOM  SIBASIETCS  YCTaHOB/IEHNE Mep
OTBETCTBEHHOCTM 3a COBEPLUEHNE MpaBOHaPYLLUEHU B
OTMeYeHHON obnacTn o0bWEeCcTBeHHbIX oTHoweHun. C
OfHOW CTOPOHbI, MPUYMHEHVE Bpeaa 300PO0BbIO MaLMeHToB
nocpeacTBOM, HanpuMep, PedakTUPOBaHUs reHoma Wm
FeHHOM Tepanun HedomnyCTUMO W [O/MKHO npednonaraTe
NPUMEeHeHNe COOTBETCTBYIOLLEN Mepbl  OPUONYECKON
OTBETCTBEHHOCTU (OVCLMMNIVHAPHOW, adMUHUCTPAaTUBHOW,
YrONIOBHOW, rpakAaHCKO-MpPaBoBOW) K BUHOBHbIM nvLiam. C
[OPYrol CTOPOHbI, HEOBXOAMMO YHUTbIBaTbL (haKTOP CNOXKHOCTU
NPOBEAEHNST FEHETUHECKMX NCCNEfOBaHNA N CROXMBLUMXCS
OOCTOATENBCTB B KAXKAOM KOHKPETHOM Jene.  XoTs
MEAULIMHCKME OLUMOKN MPaKTUYeCKn HeM3OexKHbI B MpoLiecce
paboTbl Hag, NoObIMM MHHOBALMOHHBLIMU MPOeKTamu B 061acTu
FEHETUYECKNX TEXHOMOrMI, MpPaBOBOE peryMpoBaHne Ha
Pa3ANYHbIX YPOBHSAX AO/HKHO COPMMPOBaTb OTKPbITHIE,
YeTKMe 1 0BOCHOBaHHbIE NMpaBuia NOBEAEHNS ANS YHaCTHUKOB
FEHETNYECKMX 1UCCNeaoBaHNI.

Kpome Toro, nocne npoBeaeHnst reHOMHOIO UCCeaoBaHNS
aKTyaslbHbIM CTAHOBUTCS BOMPOC MpPaBOBOW  OXpaHbl
1N 3almMTbl MOSlYYEHHOW B XO4Ee TakKoro wuccnefoBaHns
FeHOMHOW MHbopMaLn. AHanM3 OeNCTBYIOLLErO YrofnoBHOMO
1N adMUHUCTPATUBHOIO 3akoHogaTenbcTBa Poccuinckon
depepaunm, a Takxke cynebHon NpakTVK NO3BONSET caenaTtb
BbIBO/, YTO NMPVIMEHEHVE MEP OPUONHECKOM OTBETCTBEHHOCTM
B [aHHOM obnactu kpaviHe npobnemMatuyHO, MOCKOJbKY
OTCYTCTBYIOT CreumasnbHble HOPMbI, MOCBSLLEHHbIE 3alluTe
FEHOMHOW MHbopMaLIK, PEAaKTVPOBaHNUIO reHOMa HYeoBeKa,
3anpeTy nepefayv reHoOMHoM MHopMauUMn TPETbBUM UM
n gp. Mpy 3TOM B aAMUHUCTPATMBHOM 3aKOHOAATENbCTBE
3akpenneHa TONMbKO OTBETCTBEHHOCTb 3a HapylLUeHWst npu
1CMOMb30BaHUM  FTEHHO-MOANMULMPOBAHHBIX  OpPraHn3mMoB
M NPOAYKUMN, KOTOpasi Co3faHa C 1UCMOMb30BaHNEM TaKMX
opraHn3mMoB [8: 65-66].

OBCY>XOEHWE PE3YJIETATOB

Cnenyetr cornacutbCca C TeMm, YTO npodeccroHanbHas
pasobLieHHOCTb cneunanncTos, 3aH1MaloLLNXCS
FEHETUYECKMU U TEHOMHbIMU  UCCNedOBaHUsSMU, He
CnocobCTBYET BbIpabOTKe eAuHbIX 3TUHECKMX TpeboBaHWi
[9: 56]. YcTosiBLIMECSA TpeboBaHMA B 06M1acTh reHeTUHEeCKOoro
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KOHCY/BTUPOBaHWSA MpY BbISIBEHUM opdaHHbIX (peaKmx)
3aboneBaHNii HECOMOCTaBMMbl CO CJIOXHbIM  KOMIMIEKCOM
3TUHECKMX MNpobBeM, BO3HUKAKOWMX MPU  FEHOMHOM
KOHCYNBTMPOBaHUW, FOe COYETatOTCH MHTEPECHl NaumeHTa 1
€ro cembM Kak Mo 3alute 0OLLMX BOMPOCOB MpaB JIMYHOCTH,
TaK 1 Mo UHTepNpeTaLM NePCOHabHBIX AaHHbBIX, MOnyYaeMbix
B XxoAe nccnenosaHua [9: 57].

[MpedcTaBnsaeTcs, YTO BO3HMKaOLLME B CBSA3M C 3TUM
OVCKYCCUM B Hayke KacalTCsi MpueMSIEMbIX B pamkax
npodeccnoHanbHOM  3TUKU  aifoOPUTMOB  MOBEAEHNUS
nceneposatens. 1o aTol npuymMHe aTudeckne TpeboBaHUs
[OMKHbI pa3pabaTtbiBaTbCst HE TONBKO MPOdeCCHOHaNbHBIMN
CO006LLECTBaMM MEHETVIKOB, HO 1 OTPACNEBbLIMN 06 beAVHEHUAMN
B MedvuuHe B LenoM (Hanpumep, npodeccroHaibHbIMU
00beAVHEHNSMM  CMeunanMcToB B cdepe  OHKOMoru,
BKJTFOHAIOLLMW B TOM YMCNE U MEANLMHCKNX KIIMHUHECKMX
reHeTvkos) [10].

Kpome Toro, B pPOCCUNCKOWN tOpUAMHECKON nuTepaType
npefaraeTcst MCNosib30BaTb Ka4eCTBEHHO HOBYHO MOAENb
CaMOpEryMPOBaHNs MTEHOMHbIX VUCCNe0BaHWN, OQHAKO, Kak
BEPHO OTMEYaeTCs, peyb MAET 06 SKCNepPUMEHTaIbHOM OrbITe
[11]. Vicxops ns sToro, cneyet obpatuTb BHUMaH1e Ha 6a30B0e
npaBoBOe perynnpoBaHve. Tak, aencTteyeT PenepalibHbin
3aKkoH oT 1 gekabps 2007 1. Ne 315-03 «O camoperynmpyembix
opraHn3auysix», rae nof caMoperyMpoBaHMeM MOHMMaeTCs
CaMOCTOATENbHAA N UHULMATUBHASA OeATeNbHOCTb, KOTopas
OCyLLeCTBNSETCA cybbekTamy npeanpuHUMaTensCKom Unm
npodeccroHanbHON AEATENBHOCTY U COAepXXaHeM KOTOPOW
SABNAOTCH paspaboTka 1 yCTaHOBEHNE CTaHAaPTOB 1 MpaBuii
yKa3aHHOW AesTeNbHOCTI, a TakKe KOHTPOSIb 3a COOMoAeHNEM
TpeboBaHWU ykadaHHbIX CTaHOApTOB W npaBwui. B gaHHOM
cly4ae MOXXHO FOBOPUTb O ABYX BO3MOXHbIX opmMax
camoperynmpoBaHis:

— camoperynpyemMble opraHusaumv, o6beanHsoLLve
CcyObeKTOB MpeanpuHUMAaTENbCKON  AeATeNbHOCTY
VCXOAS 3 edMHCTBa OTpac/v Npov3BoaCcTBa TOBapOB
(paboT, ycnyr) unm pbiHKa NPOU3BEAEHHbIX TOBApPOB
(pabor, ycnyr);

— camoperynpyemMble opraHMsaumv, o6beanHsoLLve
CyObeKTOB  MpodeccroHanbHoM  AesaTenbHOCTY
onpeneneHHoro svaa [12].

CoBpeMeHHast MeauumMHa GasupyeTca Ha pesyfbraTax
SNUAEMNONIONMYECKUX  UCCNedoBaHui, a  KAUHWYecKas
npakTuka — Ha npuHUune Evidence Based Medicine, oba
noaxoaa noppas’yMeBatoT MCMOob30BaHWe BEPOSTHOCTHbBIX
OLIEHOK W OueHKM pucka (pesynsTaTbl pacluMdpOoBKN
reHoma noTpebytoT OT creupanicTa onpeaeneHs U OLEeHKN
BO3MOXKHOrO pucka, a OT noTpebuTens — aaekBaTHOro
BOCMPUSATUSE STOr0 puUCKa U NMPUHATME BOJIEBOIO PELLIEHNS)
[13]. Takag mMogenb B3aWMOOTHOLLUEHUI AO/MKHA MNONyYUTb
OTpaXkeHWe B HOpMax 3akoHopaTenbcTBa Poccuiickoi
depepaum ¢ NocneayroLLEen KOHKPETM3aLMern Ha NOA3aKOHHOM
NpaBOBOM YPOBHE.

B 31O CBA3M B POCCUINCKON HOpUONHECKON nnTepaType
crnpaBefnMBO OTMEYaeTCs, YTO B paMKkax camoperympyemMbix
opraHn3aumii, 06 beaVHSIOLLMX CyOEKTOB MPOdeCCUOHaNBHOM
0esaTeNbHOCTH (NpodeccrnoHanbHbIX accounaunm),
HeobxoAMMO PeLUVTb BOMPOCHI, CBA3aHHbIE C IOPUANHECKON
chepoint:

—  WH(OPMMPOBAHHOIO Ccorflacnua  Ha npoBeneHne

reHeTMYecKoro  WCCRegoBaHMs UM 3aliuThbl
KOHMUOEHUMANBHOCTY CBEAEHWI, MOSyHYEHHbIX MO ero
pesynsratam;

- y4acTua  caMoperynmpyembix  o6bedunHeHui

MeOVUMHCKMX reHETUKOB B paspaGOTKe HauMOHalIbHbIX



MHEHWE

CTaHAAPTOB KadecTBa MedVUMHCKMX ycnyr B cdepe
FeHeTUYEeCKMX  WUCCnefoBaHui, TpeboBaHWn K
MEAVNUMHCKMM U HEMEOMLIMHCKM OopraHm3aumsm, a
Takke paboTHUKaM, VX OKa3bIBaOLLMM;

—  Jeranusaupm NpaBoBoOro ctaryca fmua, OKas3blBatoLLEero
KOHCYNbTaUMOHHbIE YCNyrn B cbepe reHeTU4ecKmx
1nccnegoBaHWn M B COMYTCTBYOWMX — cdepax,
CBSI3aHHble C OMnpefefieHVeM cTpaTermn JfeveHrs
reHeTn4eckn OOYyCNOBEHHbIX 3aboneBaHui  ”
NPUMEHEHNEM BCMOMOraTesbHbIX PEenpPOAYKTUBHbBIX
TEXHONOMUIN (FEHETUHECKNX KOHCYNBTAHTOB);

— BOMPOCHI COOMOAEHNS Kak MexayHapoaHbIX, Tak ©
HaLWOHaNbHbIX 3TUYECKMX TPEOOBaHWIA K MPOBEAEHMIIO
vceneqosanui [14: 36].

OpHako OTMeYeHHble akTyanbHble BOMpPOChbl B Poccuu
Ha 3aKoHOOATENlbHOM YPOBHE [0 MOCHEeAHEro MOMeHTa He
MOYHMIV [OMKHON NPaBOBOW pernameHTaLmm.

Takm 06pa3oM, OfHVM 13 KITKOYEBBIX OCTaETCs BOMPOC
OTHOCUTENBHO 0becnederHnst HanaHca MHTEPECOB Pa3NYHBIX
Y4aCTHUKOB FeHEeTUYEeCKMX WCCneqoBaHnn 1 Bblbopa
onTUManbHOM MOAENM MPaBOBOMO PEryMPOBaHNS OTMEHEHHDBIX
06LLIECTBEHHbIX OTHOweHun [15]. C ogHOW CTOPOHbI,
HeobxoOoMMo cobntoaate npasa, cBO6OAbl W MHTEPECHI
nauyeHToB, a Takke MX PoACTBEHHNKOB. C Apyroi CTOPOHDI,
N3MWLLIHEE OrpaHUYUTeNbHOE PEerynMpoBaHne CnocobHO
CYLECTBEHHO YCNOXHUTb 1 (hakTUYeCKW 3aMefINTb PasBUTME
POCCUINCKOW FEHETUHECKOW HayKM, KOTopas 1 Tak B HacTosiLLee
BpemMsi OObEKTMBHO YCTynaeT BefdyLlMM rocypapcTeam B
nanHHon cdepe (CLUA, BenvkobputaHus, fepmanms, @paHums

v ap.).
BbIBOb!

Ha ocHoBaHW W3MNOXXEeHHOrO0 MOXHO ChenaTb CleaytoLime

KpaTKue BbIBOAbI.

1. B HacTosee Bpemsi B Poccuin OTCYTCTBYET KOMIMIEKCHOE

3aKoHodAaTeNbHOE PEerynmpoBaHiie ctaTyca YYaCTHVKOB
FEeHOMHbIX UCCNeA0BaHui, HECMOTPS! Ha MEePCMNEeKTUBHOCTb
1N 6OMbLLYD BaXKHOCTb daHHOW cdepbl Ons obliecTsa
N rocygapctea (OTMeYaeTcst He TOMbKO B Hay4HOW
nMTepaTtype, HO WU B MOA3aKOHHbLIX MPABOBbIX akTax,
[OKYMEHTax CTpaTermyeckoro nnaHnpoBaHuisl). MoXXHO
coenatb BbIBO[, YTO TO CBA3AHO CO CIOXKHOCTBLIO Bbibopa
OonNTUManbHOM ModenM MpaBoBOrO  PerynpoBaHus,
KOTOpasi B 4OCTATOYHOM Mepe obecrneqviBana 6bl 3almTy
npas v cBO6O[ YesioBeka (NauyeHToB, JOHOPOB, a Takxe
NX POLCTBEHHUKOB), criocob6cTBOBaNa Bbl PasBUTUIO HayKW
N COOTBETCTBYIOLLIEN Cepbl OKazaHVs MemNLIMHCKIAX
yCnyr, a Takxke oteevana Gbl HalvioHasbHbIM (MyGAnYHbIM)
NHTepecam.
B CRnoXuBLUMXCS  YCMOBMSIX, YCMOBHO  roBOPS
«MPaBOBOr0  BakyymMa», OCHOBHbIM MpaBWIOM  [A/1s
Bpayen, HaydHblX uccnemosarteneii U MeaULMHCKIX
PabOTHMKOB, YYaCTBYIOLLMX B MPOBEOEHN Takoro poaa
MCCRefoBaHuii, OCTAETCs HEMPUYMHEHWe Bpeaa NaLyeHTy.
DTOMy MOMNOXKEHWMIO TakKXKe [OMKHO Croco6CTBOBATb
onepaTnBHOE 1 MOSHOE VH(OPMMPOBaHMe NaLmeHTa 060
BCEX PUCKaxX MPOBEAEHVS! TOro Ui MHOMO MEAMLMHCKOrO
BMeLLIaTeNbCTBa.

2. [NpencTaBnsieTcsl, YTO ONPenen T rpaHnLy 0O3BONEHHOO
rMoBegHVIst B 4aCTV NPOBEAEHVIS FEHOMHbIX MCCNe0oBaH
B COCTOSHUM Hay4YHO-BKCMEepPTHOE COOBLLECTBO MyTem
pa3paboTKN COOTBETCTBYIOLLIMX AOKYMEHTOB. B aaHHoM
CBSA31 CreflyeT OTMETUTb, YTO MOMUMO 3aKOHOAATESTbHOIO
perynmpoBaHus paccmaTpuBaemMoi obnactu

OOLLECTBEHHbBIX OTHOLLUEHW, BaXKHYIO POSib B MUPOBOW
NPaKTVKe WUrpaeT CcamMoperyMpoBaHe eHETUHECKNX
1NCCNefoBaHWin — perynupoBaHne  opraHndaumusimu,
OCYLLIECTBASIOWNMIN  FEHETUYECKNE  UCCNedoBaHus,
MX OObEeAMHEHUSMM, a TakXe COOTBETCTBYHOLLMM
npodeccrnoHanbHbiIM M HayYHbIM  COOOLLECTBOM
(nocpedCTBOM  NIOKasbHbIX — aKTOB,  COrfalleHun,
MEeMOpaHAyMOoB,  MNpodeccroHalbHbIX  CTaHaapToB,
STUYECKNX KOOEKCOB) OTHOLLEHWA, CKIaAplBalOLLMXCH B
obnact opraHv3aumm, NPoOBEAeHUsS 1 MCMNOb30BaHNS
pe3yNsTaToB reHeTUHECKMX nccnefoBaHui. VX aHanns
MO3BOST MOHSATL OOLLEE COCTOSIHME CaMOPEryMPOBaHNS
B JaHHOM 06nacTi 1 BblpaboTaTe onTUMalIbHYO MOAENb
KakK CamMOperynMpoBaHnsa AN AaHHbIX OpraHM3auui, Tak
B [OanbHeNnlWeM W 3aKoHOOATENIbHOro pPerynMpoBaHus
FeHEeTUHECKINX UccneqoBaHni B Poccunckom ®epepaumn.
OpfHako B LENOM pPerynaTyBHbIA NoTeHumas NIoKasbHbIX
aKTOB POCCUCKMX OpraHM3aumii, OCYLLECTBASIOLIMX
reHeTU4YecKne UCCneoBaHVs, B HacTosllee BpemMs B
3HAYUTENBHON CTEMEeHN He PAacKpPbIT, YTO COOTBETCTBYET
obLen dparMeHTapHOCTX 3akoHogaTeNbHOW 6a3sbl U
NPaBOMNPYMEHUTENBHOM MPaKTUKK. MOXHO OTMETUTB,
4yto B Poccum B uenom cnabo pasBuUT UHCTUTYT
CaMOoperyiMpoBaHUsa FeHETUHECKMX WUCCNed0BaHU, HYTO
NMOATBEPXKAAETCS aHaNM30M UHOPMaLWN O AeATENbHOCTU
COOTBETCTBYIOLLIMX OpraHM3aumin (Kak rocynapCTBEHHbIX,
TaK 1 HErocy4apCTBEHHbIX) N3 OTKPbLITOro AOCTyNa (Mpexae
Bcero B ceth VIHTepHeT). Tak, Hanpumep, NpakTU4ecKu
OTCYTCTBYIOT 0OMyb6nMKOBaHHble 3TUYECKME KOOEKChl O
NPOBEAEHUN FEHETUYECKNX WCCNEfOBaHWN, CTaH4apTbl
NPOBEAEHNS TEHOMHbIX VCCNed0BaHWUn, yTBEPXOAEHHbIE
FEHOMHbIMY OpraH13aumsMuy, JOKYMEHTbI O 3alluTe npas
NaLMeHTOB — YHaCTHUKOB MEHETUYECKMX MCCea0BaHN
1 op.

HepnocTaTouHbIN YPOBEHb 3aKOHOAATENbHOIO
PerynMpoBaHns 1 CaMOpPEryMPOBaHNS TEHETUHECKNX
ncenegoBaHnii B Poccun  MOXXET  cnocobCTBOBaTb
HapyleHnto npaB U cBO6OA MaUMEHTOB B YacTu
obecneveHns  KOHPUOAEHUMANBHOCT  FEHEeTUHECKOMN
MHhopMaLmK, 3aLLMTbI OT MPOU3BOSIBHOMO PEeAAKTUPOBaHMS
reHoma, nepefasqu Nosy4eHHOro reHeETUHECKOro MaTepuana
TPETbMM nnuam 6e3 cornacusa nauveHta 1 ap. Nomumo
3TOro, Takasd cuTyauusi OyaeT HeraTvBHbIM 06pa3oMm
OTpaXkaTbCsl Ha penyTauum reHeTUKN  (reHeTUYecKux
1ncecnenoBaHnil) B OOLLECTBE, MOHVDKEHWUM  OOBEpUS
rpakgaH K 9TOM Hayke, 3akpernieHun B 06LLECTBEHHOM
CO3HaHUM MO3ULMN O BOMbLLIOW OMaCHOCTW FEHETUKM B
4aCTV HapyLeHWsi NpaB YenoBeka.

focynapCTBO B pamkax MOCTaBAeHHOW paHee Lienu
VNHTEHCUBHOIO Pa3BUTUSI FEHETUHECKIMX TEXHOMOMMIA JOMMKHO
co3aaTb HeobXoOVMbIE YCMOBUS, B TOM YMCIE NPaBOBOro
XapakTtepa, KOTopble cnocobcTBOBaIM Obl JOCTUKEHMIO
nocTtaBfieHHbIx 3agad. OpgHOM K3 Takux 3adad [o
HaCTOSILLEro BPEMEHN OCTaeTCst MpaBoBas pernaMeHTaLms
cTartyca Y4YaCcTHUKOB TeHeTUYecKux unccnenoBaHuii, a
Takke obecrneveHre HeMPUKOCHOBEHHOCTW MEHETUHECKON
VHpopMaumn rpaxxpaH. [eHeTndeckas WHMopMaums,
nonyvaemas nocpeacTBoOM COOTBETCTBYHIOLLUX
FEHEeTUHECKMX UCCNeaoBaHni, Oo/mkHa ObiTb 3alluiieHa
OT NoBOro He3aKOHHOro WCMOoJb30BaHWs, a npaea,
06513aHHOCTI, rapaHTUN 1 3aKOHHbIE NHTEPECHI Y4aCTHNKOB
FEHETUHECKIX UCCefoBaHN HEOOXOANMO NPeayCMOTPETb
Ha 3akoHoAaTeNlbHOM YpPOBHE, 4YTOObl OHW OTBEYanu
obuenpusHaHHbIM - MeXXayHapoaHbIM - cTaHgapTam U
nepenoBbIM NMPakTUkam 3apyOexxHbIX roCyAapCTB.
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