IIYBJIMYHOE IIPABO

YIK 342.72/73
DOI 10.25688/2076-9113.2020.39.3.04

9. B. AinumoB

IIpaBoBO# cTAaTyC Y4aCTHUKOB
reHeTH4eCKuXx uccienosanuii B Poccun:
MOCTAHOBKA MPO0IeMbI'

JlaHHas cTaThsg MOCBSIIEHa 00IIIEMy aHaIN3y PAaBOBOTO CTATyCa YIYaCTHUKOB T€HETH-
YecKuX ucciegoBaHuit B Poccuiickoit deaeparinu. ABTOpOM OTMEUAETCs Pl aKTyaJIbHbBIX
MIPaBOBBIX MPOOJIEM B 001aCTH 3aKOHOAATEIIEHOTO PETYIUPOBAHHS H CAMOPETYITHPOBAHUS
JAHHBIX O0IECTBEHHBIX OTHOMEHNH. OTMeJaeTcsl CI0KHOCTh 3alTUTHI TPaB M 3aKOHHBIX
MHTEPECOB MAMEHTOB — YYaCTHUKOB TEeHETHUECCKUX MCCIeNoBaHni. B mannoi padore
BBISIBIISTFOTCS HOBBIE BHI3OBHI M ITPABOBBIE PHUCKH, CBSI3aHHBIE C PA3BUTHEM U MCTIOIH30Ba-
HHEM COBPEMEHHBIX TeHETHUECKUX TEXHOIOTHHA.

Knrouessvie cnosa: paBoBOii CTaTyC; TEHETHYECKUE NCCIIEIOBAHMS; IpaBa 1 00s3aHHO-
CTH; IIPAaBOBbIC Ir'apaHTUHN; OPUIUICCKAA OTBETCTBECHHOCTD, IIEPCOHAIbHBIC JaAHHBIC.

OBpPEMEHHbIE TCHOMHbIE HCCIIEJOBAHUS OTKPHIBAIOT PAHEE HEJJOCTYIIHbIE
BO3MO)KHOCTH JIJIs1 OOLIIECTBA B YACTH MPEAYNPEXICHUS U JeUeHUs 3a00-
JIeBaHU, pa3paOOTKN HOBEHIINX METOI0B KIMHUYECKOM JUarHOCTHKH,
IUTAHUPOBAHUS CEMbH, OOPHOBI C IPECTYITHOCTBIO U €111€ BO MHOTHX JIpyTUX cepax.
OnHako MpoBeJeHHE TeHOMHBIX UCCIIEIOBAaHUN HEMOCPEICTBEHHO 3aTparuBaeT
OCHOBHBIE [TPaBa yesIoBeKa (JJ0CTOMHCTBO JIUYHOCTH, HEIPUKOCHOBEHHOCTh YaCTHON
KHU3HH, OXpaHy 3J0POBbs U Jp.), IO3TOMY TpedyeTcs 0co00e BHUMAHUE K UX COOIIO-
JICHUIO, a TAK)KE HAa3peBaeT HEOOXOAUMOCTh B Pa3pabdOTKE COOTBETCTBYIOIIUX IPa-
BOBBIX aKTOB. HopMaTHBHOE MPaBOBOE PEryJUpOBAHNE TODKHO YUUTHIBATH TAKHE
LIEHHOCTH, KaKk 0anaHc MyOJMYHbIX U YaCTHBIX MHTEPECOB, 3aIUTa OXPAHIEMOMN
3aKOHOM TaliHbl, 00ecreueHne HallMOHAIbHBIX HHTEPECOB rOCyAapcTBa U T. II.
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MPaBOBOI'0 PETYIMPOBAHUSA CTATyCaA JIUII, YHACTBYIOIIUX B HAYYHBIX UCCIICJOBAHUAX IT'€HOMA JKHUBBIX
OpraHusMoB, UX MIpaB U 065[38HHOCT€I>1, IpeacioB IOpPI)IPI‘IeCKOﬁ OTBETCTBEHHOCTH B Poccuu u 3apy-
OEKHBIX rocygapcrBax».
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B HacTosiee BpemMsi HOpMaTUBHOE TPABOBOE PETYIMPOBAHUE B TAHHOM 00J1aCTH
oOmIecTBeHHBIX OTHOIIEHUH B Poccuiickoit deneparnuy MOKHO Ha3BaTh (pparMeH-
TapHbBIM, [IOCKOJIBKY OHO CBOAMTCS MPEUMYILIECTBEHHO K BOIIPOCAM IOCyAapCTBEH-
HOM F€HOMHOI perucrpanuu, FreHHOH MH)KEHEPHH, TeHOMHOU (T€HETUKO-MOJIEKY-
JIIPHOM ) SKCTIEPTHU3HI.

OrpoMHbIi TOTEHIIMAJ UCTI0JIb30BAaHUS PE3YJIHTATOB T€HOMHBIX UCCIIEOBAHUN
oOycnaBiIrBaeT BOCTPEOOBAHHOCTh MPHUHSTHS COOTBETCTBYIOLICH HOPMAaTHBHOMN
MpaBOBOM 0a3bl ¥ rocyaapcTBEeHHBIX mporpamM (cm. Yka3 Ilpesuaenta Poccuiickoit
®enepanun ot 28 HOsIOpst 2018 1. Ne 680 «O pa3BUTUM TeHETUYECKUX TEXHOJIOTUN
B Poccuiickont ®enepanun», [locranosnenue IlpaBurenscTBa Poccuiickoit dene-
pauu ot 22 ampens 2019 . Ne 479 «OG0 ytBepxknennn denepanbHoil HayYHO-TEX-
HUYECKOHN MPOrpamMMbl pa3BUTHS TeHEeTUYECKUX TexHomoruit Ha 2019-2027 ronb»
U ap.).

Bwmecre ¢ Tem napauienbHo ¢ pelieHHeM BOIPOCOB MHHOBAI[MOHHOTO Pa3BUTHUS
TFE€HETUKHU U MPUMEHEHHUs Pe3y/IbTaTOB M€HETUYECKUX UCCIIEN0BAaHUIN B pa3iny-
HBIX OTPACIIIX SKOHOMHKH (CEIIbCKOE XO3SHCTBO, MPOJAOBOILCTBEHHOE obecrede-
HUE, 3/[PaBOOXPAHCHHE U JIP.) CYLIECTBYET OObEKTUBHAS MOTPEOHOCTH B TPABOBOM
pernaMeHTaluy CTaTyca yYaCTHUKOB T€HETUUECKUX uccienoBanuid. [lpexne Bcero
3TO KacaeTcs 3aKOHOJATENIbHOTO YCTAHOBIICHUSI TPAHHULL I03BOJIEHHOTO MMOBEACHMUSI
YYaCTHUKOB T€HETHYECKUX HCCIIEIOBAaHUM, UX MpaB U 00SM3aHHOCTEH, rapaHTuii
1 OTBETCTBEHHOCTH.

IIpeacraBnsiercs, YTO y4aCTHUKOB T'€HETUUYECKUX HCCIEAOBAaHUN BO3MOKHO
YCIIOBHO pa3AeiuTh Ha JIBE IPYMIIbL:

[. JInna, yeit reHeTHYECKUI MaTepual UCIIONIb3YETCs I IPOBEACHUS T€HETH-
YECKOTrO UCCIIEIOBAHUSA:

1) manueHTsl — JuLa, JaBIIKE CONNIACUE HA HCIIOJIb30BaHUE UX T€HETHUECKOTO
MaTepuaa Mpy NpoBeIeHUU T€HETUUYECKOTO UCCIIeI0BaHMS;

2) nuua, UMEIoUINe FreHETUYECKOE POACTBO C MallMEHTaMHU.

II. CyObexThl, NpUHUMAIOIINE YYAaCTUE B OPraHU3aIMM F€HETUYECKUX HCCIIe-
JIOBAaHU WJIM HEMOCPEJCTBEHHO UX OCYIIECTBIISIIOIINE:

1) camu opranuzanuu;

2) yd4eHbIe-UCCEA0BATENH;

3) MeIUUMHCKUNA NEpPCOHA.

Crnemyer OTMETHUTb, YTO TPABOBOM CTATyC MAIMEHTOB — YYAaCTHUKOB JIFOOBIX
MEIULIUHCKUX ¥ HAyYHBIX UCCIIEJOBAaHUI NCXOANUT U3 PSAAa B3aUMOCBSI3aHHbIX T10J10-
xenuit Koncturyuu Poccuiickoit @enepaunu 1993 roaa, a Takke HOpM MeKIyHa-
poaHoro nipasa (KoHBeHIIMsI 0 OMOJI0THYEeCKOM pa3zHooOpa3uu oT 5 uroHs 1992 rona;
KonBenuust o 3aniure npas 4eaoBeKa U OCHOBHBIX ¢B00OJ oT 4 HOos0ps 1950 roxa;
KonBeH1us 0 3ammure npas yenoBeKa U YeJI0BEYECKOr0 JOCTOMHCTBA B CBSA3H C MpH-
MEHEHHEM JIOCTIDKEHHI OMOJIOTUU W MeTUIMHbI: KOHBEHIIMS O mpaBax 4YeioBeKa
u 6uomenuuuue ot 4 anpens 1997 rona u ap.) [2, c. 28-30].

Cpenu nonoxxkenuit Koucrutyunn Poccuiickoit @enepanuu cieayer OTMETUTh
CJICAYIONIME: BBICIIAS IIEHHOCTh YEJIOBEKa, €T MpaB U CBOOOA (CT. 2); paBEHCTBO
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rpakaaH B MpaBax, CBOOOAAX M 003aHHOCTAX (4. 2 CT. 6); rOCyIapCTBEHHAs OXpaHa
TpPyZa 1 30POBB JTr0oAEH (4. 2 CT. 7); NPUHIIUT UACOTOTHIECKOTO MHOTOOOpasusi, KO-
TOPBII MOJPa3yMeBAET HEBO3ZMOXHOCTh HAJIOKEHHSI OTPaHUUEHUI WM 0053aTENbCTB
Ha TPakKJaH B 3aBHCUMOCTH OT Kakoi-mr0o0 uaeonoruu (4. 1 ct. 13); rocymapcTBen-
Hasl OXpaHa JI0CTOMHCTBA JJUYHOCTH, 3aIIPET MbITOK, HACUJIUS, APYTOroO KECTOKOTO
WINM YHUKAIOILIETO YeJIOBEYECKOE JJOCTOMHCTBO OOpAIleHUs MITM HAaKa3aHUsl, a TAKKe
HEBO3MOKHOCTB OBITh ITOJIBEPTHYTHIM 0€3 JOOPOBOIBHOTO COTIIACHS MEUIIMHCKHIM,
Hay4YHBIM WJIM UHBIM OmnbITaM (CT. 21); HEMPUKOCHOBEHHOCTh YaCTHOM JKHU3HH,
JIUYHON U CeMEHHOW TalHBI, 3aIUTHI CBOCH YECTH U J0Oporo uMmeHH (4. 1 cT. 23);
3amper Ha cOOop, XpaHEHHe, UCIOJIb30BaHUE M PACIIPOCTPAHEHHE HHPOPMALIUU
0 4aCcTHOM »u3HU Jinua 0e3 ero coracus (4. 1 ct. 24); rapanTus cyaeOHOMN 3alUThI
paB u cBoOos (CT. 46) u 1p.>

[Tpu 5TOM CIMCOK KOHCTUTYIIMOHHBIX MTPAB SBISIETCS OTKPBITHIM, YTO TapaHTH-
pyeT HEBO3MO)KHOCTh OTPHULIAHUS WIM YMAJIEHUS IPYTrUX OOLIENPU3HAHHBIX IIPaB
1 CBOOOJT YeNIOBEKA U IPaKJaHUHA.

Oco0o cnenyer oOpatuth BHUMaHue Ha 4. 2 cT. 21 Koncturyuu Poccuiickoii
®denepanyu, IpeycMaTpyuBaIOIIyl0, YTO HUKTO HE MOXKET OBbITh 6€3 J0OPOBOIBLHOIO
comtacusi OJIBEPTrHYT MEAUIIMHCKUM, HAYYHBIM WJIM UHBIM ONbITaM. JI0CTOMHCTBO JIMY-
HOCTH IMEET CyOBEKTHBHO-TIPABOBYIO 1 OOBCKTUBHO-TIPABOBYO CTOPOHY. [ 0cymapcTsy,
C OIHOM CTOPOHBI, 3aIPEILIEHO CAMOBOJILHO MTOCATaTh Ha aBTOHOMUIO MH/IMBU/IA; C PY-
rOM CTOPOHBI, OHO JIOJKHO CO3/1aTh MPABOMOPSIOK, UCKITIOYAIOLINHA MOCATaTeNbCTBA
Ha JJOCTOMHCTBO JIMYHOCTH KaK CO CTOPOHBI FOCY/IapCTBA, TaK U YACTHBIX JIUL.

Koncturynmonnsiil cyn Poccuiickoin @enepanuu B psijie CBOUX PELICHUM
(ITocranosnenue ot 18 perpains 2000 r. Ne 3-IT; Onpenenenus ot 29 saBaps 2009 T.
Ne 3-O-O ot 29 cents0pst 2011 . Ne 1063-O-O u z1p.) OTMETHII, YTO UCXOJS U3 psaa
B3alMOCBs3aHHbIX MosoxkeHnit Konctutyunu Poccuiickoit @enepauuu (4. 4 ct. 29,
4. 1 ct. 23, 4. 1 cT. 24) HepomycTUM cOOp, XpaHEHHE, UCTIOJIb30BaHUE U PACIIPOCT-
paHeHue nHpopMaLUK, KOTOpasi CONpsKEHA ¢ HapyLIEHHEM KOHCTUTYLIMOHHBIX IpaB
YeJI0BEKA HA HEMPUKOCHOBEHHOCTh YaCTHOM JKU3HH, JIMYHOM U CEMEWHOUN TalHBbI.
B nanHOi1 CBsI31 HEOOX0AMMO 00paTUTh BHUMAHKE HA OTHO OOCTOSTEIBCTBO: TEHOM-
Hast “H(OpPMAIHS MTOJTHOCTHIO OTBEYAET YCTAHOBICHHBIM (e/lepaabHbIM 3aKOHOA-
TEJIbCTBOM O TIEPCOHAbHBIX JaHHBIX NTPU3HAKaM MEPCOHATBHBIX JaHHbIX. [loaTOMY,
KaK Ipe/ICTaBIsIeTCs], BOIPOC B IAaHHOM CJIy4ae JA0JIKEH CBOAUTHCS TOJIBKO K OIpesie-
JIEHUIO ONTHMAJIHOTO IIPAaBOBOTO PEKMMA IIEPCOHAIBHBIX JAHHBIX, KOTOPBIH ClIeAyeT
MPUMEHSTH B OTHOIICHHH T€HOMHOW WH(POPMALINH O TPAKIAHAX.

Kpome Toro, B otmMedeHHbIX pemeHusx Koncturynnonsoro cyna Poccuiickoit
®enepanyy ObUIO TAKXKE 3aKPEIJIEHO, YTO MOCKOJIbKY OTpaHUYEHHUE IIPAB YeJIOBe-
Ka (cormacHo 4. 3 cT. 17 1 4. 3 cT. 55) BOBMOXXHO UCKITIOUYUTEIHHO HA OCHOBAHUH
(benepanbHOTro 3aKOHA /IS 3AIIUTHI COOTBETCTBYIONINX KOHCTHUTYIIMOHHBIX [IEHHO-
CTeii, cama peann3alys KOHCTUTYIIMOHHOTO TIpaBa Ha MH(OPMAIINIO, 3aTPar UBAOIIY IO

2 Cwm.: Koucrurymust P®. URL: http://www.consultant.ru/document/cons_doc LAW 28399/
(mata obpamenns: 12.04.2020).
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YaCTHYIO JKU3HB APYTHX JIHII, JOJDKHA OBITh PETJIAMEHTUPOBAHA B YCTAHOBICHHOM
3akOHOM nopsizike; pu 3ToM Koncrutynus Poccun onyckaer BO3MOXKHOCTb ITpUMe-
HEHUS B OTHOLIEHUHU OIPEIEICHHOI0 B11a MHPOpMAIMK CHEUAIbHOTO TPABOBOTO
pekuMa, B TOM YHCIIE pEKUMa OTPaHUYEHUs] CBOOOTHOIO JJOCTYIA K HEMl CO CTOPOHBI
TPETHUX JIHII.

[Tonaraem, 4TO ML, UMEIOMINX T€HETUYECKOE POJICTBO C MAallUEHTAMU, CJie-
JyeT MpU3HaBaTh yYaCTHUKAMM F'€HETUYECKUX UCCIIEIOBAaHUM C 0COOBIM CTaTyCOM.
[TockonbKy pOACTBEHHMKH MMEIOT T€HETUUECKOE POJICTBO C MallMeHTaMH, Ipo-
BEJICHHE TEHETUYECKUX MCCIICOBAHUNA U TOIYyYCHHE COOTBETCTBYIOIIEH HHPOP-
MallMM 3aTPOHET TAK)KE€ U UX IpaBa U 3aKOHHbIE MHTEpechl. Takoe monoxxeHue
ucxonut u3 4. 3 ct. 17 Koncruryuuu Poccuiickoit denepanuu, ycraHOBUBIIEH,
YTO OCYILECTBICHUE IIPaB U CBOOO/ YesIOBEKa U I'pakJJaHMHA HE JI0JIKHO HapyllaTh
npasa u cBOOOBI Npyrux juil. COOTBETCTBEHHO, peasiu3ysl CBOM IpaBa U CBOOOIBI,
rpaxJaHuH (AKUEeHT) He TOJDKEH HapyIaTh MpaBa U CBOOOIBI IPYTHUX JIUII, B 4aCT-
HOCTH €T0 TeHETHYECKUX POJCTBEHHHUKOB (HAIpUMep, IMPaBO HAa HETIPUKOCHOBEH-
HOCTb YaCTHOW U3HU, INYHYIO U CEMEHHYIO TalHYy).

B Bompocax npaBoBOro peryJaupoBaHHUs CTaTyca y4aCTHUKOB M€HETUYECKHUX
HCCIIEI0OBAaHUI KpaeyrolbHbIM ITYHKTOM SIBJISIETCS] 00€CIIEYEHNE peKuMa COXPaHEHUS
MIEPCOHAIbHBIX JaHHBIX JIUL], YeH FeHETUUECKUI MaTeprall UCIOJb3yeTcs AJis IIpo-
BEJICHUS TEHETHYECKOTO McciaenoBaHus. [IpencraBisercs, 4To 3aKOHOATEI0 HE00-
XOJMIMO TIPEyCMOTPETH TIOBBINICHHBIH YPOBEHB MPABOBO 3alIUTHI IEPCOHATBHBIX
TeHETHYECKUX JAaHHBIX. DTO CBS3aHO C PSIIOM MPUYHH.

Bo-nepBrix, reHeTHUECKas HHPOPMAIHS O TAIMEHTE HeTIOCPEICTBEHHBIM 00pa-
30M 3aTparuBaeT MpaBa ero reHeTUYECKUX POACTBEHHUKOB, B TOM UHCIIE HECOBEP-
LIEHHOJIETHUX, MIOCKOJIBKY IO3BOJISIET Y3HATh ONPEIEICHHBIE CBEIEHUS 00 UX 370pO-
BbE, IICUXHKE, CKJIOHHOCTSM B TIoBesieHnH [6, c. 186—188].

Bo-BTOpBIX, aHAIN3 TEHETUYECKOTO MaTeprasia YeJI0BEKa MO3BOJISIET I0CTOBEPHO
UACHTU(PHUIMPOBATH HE TOIBKO €0, HO TAK)KE M €T0 TEHETUYECKUX POJCTBEHHUKOB,
YTO Ha JIAHHBI MOMEHT aKTHBHO MCIIOJB3YETCS B LIEJSAX POTHUBOICHCTBHS TIPECTYTI-
HOU nesrenbHoCTH [7, ¢. 134—137].

B-TpeTbux, cTaHOBUTCS aKTyalbHOM Mpo0ieMa co3/1aHusl HECAaHKLIMOHUPOBaH-
HBIX 0a3 TeHETHYECKUX JAHHBIX O TpaXkIaHax, (GOPMHUPYEMBIX IIyTEM OECKOHTPOIIb-
HOTO cOOpa MX TEHETUIECKOTO Marepuaia (T. €. 0e3 UX JOOPOBOJILHOTO COTIIACHS).
Tak, Hanpumep, pe3yabTaTbl TEHETUYECKOTO TECTUPOBAHUS IPaX/1aH MPEACTABISIOT
0ompI0M MHTEpeC 1 paboToaaTeNie U CTPAXOBbIX KOMIAHUN, TOCKOJIbKY Ta-
KO€ TECTHPOBAHHE MOXET MPEJOCTABUTH CBEICHUS O BO3MOKHBIX T€HETHYECKHIX
MIPEIPACTIONOKEHHOCTSIX YEJIOBEKa, B TOM 4Hciie 0003HAUUTh CKIIOHHOCTD K OIpe-
JETICHHOMY 3a00JIEBaHUIO, €T0 SMOILIMOHaIbHbIE KauecTBa [8, c. 69—70]. Takum
00pa3oM, HEKOTOpBIE KOMIIAHUH YK€ Ha JaHHBI MOMEHT MOTYT aKTHBHO HCIIOJb-
30BaTh 9T CBEICHUS TPU MIpUEMe Ha pabOTy, MPUHSATHH PEIICHUI O MOBBIIICHUH,
YBOJIbHEHUH WY TP paclpeesieHNUH 3aJJaHni, pELICHUH BOIIPOCOB O CTPAXOBAHUHU.

BwMmecTe ¢ Tem reHeTHUeckasi ”HGOpMAIHs He CIIOCOOHA TOYHBIM 00pa3oM Mpea-
cKa3arh OyjayIiee Kakoro-mm0o KOHKPETHOTO MHIMBUA, TIOCKOIBKY «yBEITHYCHUE
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WHJMBUIyaJIbHOTO pUCKa B 2—5 pa3 Ja)ke NpU BHICOKOM MOMYJISITUOHHOM PHCKE
(marmpumep, 1/1000) oTHIONE HE O3HAYALT, YTO TECTHPYEMBIH 3200J1€€T IMEHHO YTHM
3aboneBanuem. CrenoBatenbHo, gaxke B ycnoBusix GWAS ceiiuac MOXHO ompe-
JIEJIUTh TOJIBKO, OTHOCUTCS JIM YEJIOBEK K I'PYIIIE MOBBIIIEHHOTO PUCKAa KAKOTO-TO
M®3, HO Henb3s AaBaTh CKOJIb-HUOYAb OOOCHOBAHHBIE MPOTHO3bI OTHOCUTEIBHO
peanu3aiuu 3TOro PUCKa JJIsi KOHKPETHOTO HHANBUAYyMay [3, c. 83]. B aToli cBsA3M
YeJI0BEK, HE UMEIOIINM 3a00JIeBaHMi, HA OCHOBAHMHM HEKOW BEPOSITHOCTU UX Ha-
CTYIUIEHHSI MOXKET CTaTh )KEPTBOW AUCKPUMHUHALIMYU 110 TEHETUYECKOMY MPU3HAKY,
YTO SIBJISIETCS] HEIOIYCTUMBIM B COBPEMEHHOM IIPaBOBOM JAEMOKPATHUECKOM IoCy-
JTapCTBE.

B-ueTBepThIX, reHeTHuecKas HH(popMalys SBISETCSI 0COOBIM BUJIOM IIEPCOHATIb-
HBIX JIaHHBIX U TPeOyeT MOBBIIICHHBIX MEP TOCYAapPCTBEHHON 3aIUTHI ¥ TIO TOW TPH-
YHHE, 9TO 3Ta HHPOpMaIMs (B OTIIMYNE OT OMOMETPUIECKHUX JAHHBIX, HHPOPMAIHN
00 azipece MPOXKUBAHUSA U Jp.) UACHTHPHUIUPYET U XapaKTepU3yeT MUPOKUN KPYyT
JIUL, UMEIOIINX F€HETUYECKOE POJCTBO C MALIMEHTOM, B TOM YMCJIE MOCIEAYIOLINE
noxoJnieHus. Takum o0pa3om, JaHHast ”HPOpMAIHst OyAeT B ONPEIeIeHHON CTENICHN
OTHOCHTbCSI K TOTOMKaM IMAlMEHTa U €r0 TeHETUYECKUM POJICTBEHHUKAM, TI03TOMY,
YCIIOBHO FOBOPsI, OHa OyJ1eT UMETh OECCPOUHBII XapakTep.

[IpyMeHUTENBHO K JAHHOM CHUTYyallu POCCUMCKUI 3aKOHOAATEb JOJLKEH HOp-
MaTHBHO 3aKPENHUTh U 00CCIEUYUTh TapaHTUU COOJIONEHUS PU3HAHHBIX B HayKe
1 3aKOHOJIATENNbCTBAX BEAYIIMX IOCYIapCTB MPaBUil POBEIEHHS TEHETUYECKUX HCCIle-
JIOBaHUI ¥ TIPIMEHEHHS TTOJTYYE€HHBIX PE3yNIbTaToB, KOH(PHICHIINATbHOCTH TeHETHYE-
CKOM MH(OpMALTUK U HENTOITYCTUMOCTH €€ TePeIad TPETHHM JIuIaM. B nomonHenue
K 3TOMY TaK»e HeoOXOIMMO I0Jy4arh coriacue OMM3KuX (M JalbHUX) POJICTBEHHU-
KOB, UIMEIOLIIUX T€HETUYECKOE POJICTBO C MAIIEHTOM, /Ul CAHKLIMOHUPOBAHUS TAKUX
HCCIIEIOBAaHUM, UCIIOIb30BAHUS MTOJyYEHHBIX PE3y/IbTaTOB B 3aKOHHBIX LIETISX.

PerynupoBaHue npaBoBoro craryca cyObeKTOB, OCYIIECTBISIONINX IPOBECHNE
TFeHETUYECKUX HCCIIEI0OBaHUM, TaKkKe JOKHO BKIIIOYATh B Ce0s TaKue 3JIEMEHTHI,
Kak IpaBa, 00513aHHOCTH, TAPAHTUU U OTBETCTBEHHOCTh. [IpH 3TOM, yUUThIBas CII0XK-
HBI XapaKTep JaHHBIX OOLIECTBEHHBIX OTHOIIECHUH U 0COOYIO IIEHHOCTh T€HETH-
YEeCKOM MH(POPMAIH O YEIOBEKE, OCHOBHBIMH HAIIPABICHUSAMH 3aKOHOIATEILHON
peraMeHTaluu AeITeIbHOCTH JaHHBIX CYOBEKTOB JOJKHO CTaTh:

1) obecreyeHne 3aKOHHOCTH U MPO3PAYHOCTH OTMEUEHHOM MCCIIEI0BATEBCKOM
NeSITENIbHOCTH;

2) 3aKperuieHue COOTBETCTBYIOIIMX OO0S3aHHOCTEHM OTBETCTBEHHBIX JIUII, & TAKKE
MEXaHHU3MOB [JIsl IPUBJIEYEHUS] UX K IOPUINYECKON OTBETCTBEHHOCTH B IIEIAX
coOJII0ZIeHMsI TIpaB ¥ CBOOO/] MALIUEHTOB;

3) coneicTBHE Pa3BUTHIO TEHETUKH, TOCYAAPCTBEHHAS MOJIEP>KKA NCCIIEA0BaHH,
HAaITPaBJICHHBIX Ha YIYYILIEHUE 310POBbsI TPAXK/IaH, 3aIlUTy HAllMOHAJIbHBIX HHTEPECOB.

OpHako Ha JTaHHBIII MOMEHT OTCYTCTBYET IPaBOBasi OIPEIEICHHOCTb B BOII-
pocax 3aKOHOJATEIbHOM periaMeHTallMK XapaKTepa, METOI0B U CTaH/1apTOB MPOBE-
JICHUsl TEHETUUECKUX HCCIIEJOBAaHUN B CTpaHe, NPEAYNPExKACHUS U YCTPAHEHUS
F€HETUYECKON TUCKPUMHUHAUUU. MOXKHO yTBEpXkKIarTh, 4To Poccus nBukercs
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I10 ITyTH CTAHOBJIEHUS KOMITJIEKCHOM MOJIENIN IPABOBOI'0 PETYIMPOBAHNUS OCYILIECTB-
JIEHUS] TEHOMHBIX HCCJIEJOBAHUH.

B HacTosiiee BpeMs B pOCCUHCKMX HOPMAaTHBHBIX MIPABOBBIX aKTaX, a TAKKe
B Cy/1IeOHOM MpPaKTUKE HE YCTAHOBIIEHO COJAEPYKAHHE MTPaB YeJIOBEKa B 00IacTH Ipo-
BE€JICHUSI TEHOMHBIX UCCIIEIOBAaHUI, HE 3aKPEIUIEHBI CIIEIIMAIbHbIE IPABOBbIE rapaH-
TUU, TEHOM Y€JIOBEKAa HE pacCMaTPUBAETCs B KAUECTBE JIEMEHTA MpaBa Ha OXpaHy
3I0POBBSI U METULIUHCKYIO TIOMOILLb.

MO’KHO COIIacCUTBCS € MO3UIMEN, B paMKaX KOTOPOM K OCHOBHBIM COBPEMEHHBIM
yrpo3am B cdepe oOpalieHuss TeHOMHOUM WH(OpMAIH, CTOSAIIMM Tiepen Poccueid,
CJIelyeT OTHECTHU 3aTPATHOCTh, HECAHKIIMOHUPOBAHHBIN JIOCTYTI, OLIMOKU, MAaCCOBBIE
CKPUHUHTH, 0€30TBETCTBEHHBIN COOp M 0E30TBETCTBEHHOE XPaHEHNE TeHOMHON HH-
dopmaruu [5, c. 136]. C yueTom Toro, 94T0 ONpeIeICHUE TIO3UITUHN OJHOTO T'eHA B T'e-
HOME YeJIOBeKa ClIOCOOHO 0e301IMO0YHO BRISIBUTH OHOTO €JMHCTBEHHOTO YeJIOBEKa
n3 10 MunapaoB Ipyrux Jironei, oCcylecTBICHUE FEHOMHBIX UCCIIEJOBAaHUI CTaBUT
OIIpe/IEJIEHHBIE 3a/1a4l B 00J1aCTH 3allUThl IEPCOHAIBHBIX TAHHBIX, YACTHOM KU3HHU,
BpaueOHOM, CEMEHHON M MHOM OXPaHsIEMOU 3aKOHOM TalHkI [9, p. 183].

Cno’KHBIM BOIPOCOM SIBJISIETCS YCTAHOBJIEHUE MEP OTBETCTBEHHOCTH 3a CO-
BEpIICHUE TTPABOHAPYIICHUI B OTMEUEHHON 0071aCTH OOIIECTBEHHBIX OTHOIIICHUH.
C onHOM CTOPOHBI, IPUYUHEHHUE BpEa 3/10POBbIO MALIMEHTOB IOCPEICTBOM, HAIIPH-
Mep, peJaKTUPOBAaHUS T€HOMA UM T€HHON Teparuy HEA0MYCTUMO U JAOJKHO Mpe-
0JIaraTh MPUMEHEHUE COOTBETCTBYIOIIEH MEPHI IOPUINYECKONH OTBETCTBEHHOCTH
(IMCUMIUIMHAPHON, aIMUHUCTPATUBHOM, YTOJIOBHOM, IPa’kJaHCKO-IIPABOBOM) K BU-
HOBHBIM JutiaM. C Ipyroi CTOPOHBI, HEOOXOAUMO YUYHTHIBATH (DAaKTOP CIOKHOCTH
MIPOBEICHUS TCHETUYECKUX UCCIIEIOBAHNIN M CJIOKUBIIMXCSI 0OCTOSATEIBCTB B KaXK-
JIOM KOHKPETHOM Jieie. XOTS MEAUIIMHCKHAE OMMNOKNA MPAKTUIECKA HEU30€KHBI
B IIpoLiecce paboThl Ha/l TOOBIMU CIIOKHBIMU MHHOBALIMOHHBIMU IPOEKTaMH B 00-
JIACTU TEHETUUYECKUX TEXHOJIOTHI, TPaBOBOE PETYIUPOBAHUE HA PA3JIMUHBIX YPOBHSIX
JIOJDKHO cpOPMHUPOBATH OTKPHITHIE, YeTKHE U 000CHOBAaHHBIE MTPABUJIA TIOBEICHUS
JUISl BCEX YYaCTHUKOB '€HETHUECKUX UCCIIEJOBAHUM.

Kpome Toro, nocine npoBeaeHuss TEHOMHOTO UCCIIEA0BAaHMSI AKTyaJIbHbIM CTaHO-
BUTCSI BOIIPOC IPAaBOBOM OXpaHbI U 3aLUTHI MTOJyYEHHOM B XOJ1€ TAKOTO MCCIIEI0BAHUS
reHOMHOM HH(popMaLuy. AHaIU3 AEUCTBYIOIIETO YTOJIOBHOIO M aIMUHUCTPATUBHOIO
3akoHozarenbeTBa Poceuniickoii Meneparyy, a Takke CyneOHON MPAKTUKH TO3BOJISIET
C/IeNaTh BBIBOJ, YTO MPUMEHEHHE MEp IOPUINUECKON OTBETCTBEHHOCTH B JaHHOU
obnacTu KpaiiHe mpoOIeMaTHYHO, TIOCKOJIBKY OTCYTCTBYIOT CIICIIHAIbHBIE HOPMBI,
MOCBSIIIIEHHBIE 3aIUTE TEHOMHON MH()OPMAIH, PEIaKTHPOBAHUIO TEHOMA YeJIOBEKa,
3ampeTy nepenadr TeHOMHOM HH(pOopManuy TpeThuM JiniaM u ap. [lpu sTom B agmu-
HUCTPATHBHOM 3aKOHOJATENIbCTBE 3aKPEIJIEHA TOJIBKO OTBETCTBEHHOCTD 3a Hapyllie-
HUS TIPU UCTIOJIb30BaHUU T€HHO-MOAU(DULIMPOBAHHBIX OPraHU3MOB UJIM MPOAYKLIUH,
KOTOpasi CO3/1aHa C UCTIOJIb30BAHUEM TaKUX OpraHu3MoB [4, c. 65-60].

B n1060M ciyyae maBHBIM IPAaBUJIOM Ui Bpadeil, HAy4yHbIX HcCClieoBaTenei
1 METUIIMHCKUX paOOTHUKOB, YYaCTBYIOLIUX B IIPOBEICHUM T'€HETUUYECKUX HCClie-
JIOBaHMM, JOJKHO ObITh HENIPUUYMHEHUE Bpela MallMeHTy. DTOMY MpaBUIly TaKxke
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JOJKHO CIIOCOOCTBOBATh ONEPATUBHOE U MOJHOE MH(OPMUPOBAHUE MAI[UEHTA
000 BCEX PUCKAX MPOBEACHUS TOTO WM HHOTO MEIUIIMHCKOTO BMEILIATENbCTRA.

[IpencrasnsieTcs, 4TO ONPENEIUTh TPAHUILY J03BOJEHHOTO IOBEJCHUS B JaH-
HOM CIIy4ae B COCTOSHMM Hay4HO-3KCIEPTHOE COOOILECTBO IyTEM pa3pabOoTKu
COOTBETCTBYIOIIUX JTOKYMEHTOB. B 3TOH CBA3M ClIeQyeT OTMETUTh, YTO TOMUMO
3aKOHOJIaTEJIBHOTO PETYJIUPOBAHUS PACCMaTPUBAEMON 00IaCTH OOILECTBEHHBIX
OTHOULICHUH Ba)XKHYIO POJIb B MUPOBOM IIPAKTUKE UTPAET CAMOPETYIMPOBAaHNE I'eHE-
TUYECKHUX UCCIIEI0BAHNN — PETYJIMPOBAHNE OPraHU3aLUAMU, OCYLIECTBIAIOMNIMHA
F€HETUYECKHUE MCCIIEOBAaHUS, UX O0ObEIUHEHUSIMHU, a TAK’KE€ COOTBETCTBYIOIINM
npodeccHoHaIbHBIM U HAYYHBIM COOOIIECTBOM (ITOCPEICTBOM JIOKAIBHBIX aK-
TOB, COIVIAIIEHUH, MEMOPAHIyMOB, IPO(PECCUOHAIBHBIX CTAHJIAPTOB, ITHUECKUX
KOJIEKCOB) OTHOILIEHUH, CKJIaJIbIBAIOIINXCS B 00JIaCTU OpraHU3alUu, IPOBEACHUS
1 UCTOJIb30BaHMsI pe3yabTaTOB FeHETUUECKUX HcciienoBanui [1, c. 50-54].

[Ipu 5TOM perynsaTUBHBIA MOTEHUNAJ JOKAJIBHBIX AKTOB POCCUMCKUX Opra-
HU3ALHM, OCYIIECTBIAIOMMNX IEHETUYECKUE UCCIIEN0BaHUsA, B HACTOAILEE BPEMS
B 3HAYUTEITLHOM CTETICHH HE PACKPBIT, YTO COOTBETCTBYET OOIIEH (hparMeHTapHOCTH
3aKOHO/aTEeIbHOW 0a3bl U MPABONPUMEHUTENBHON MPAKTUKU. MOXHO OTMETHUTD,
yto B Poccuu B 1esiom cna®o pa3BUT HHCTUTYT CAMOPETYJIMPOBAHUS T€HETUUECKUX
WCCIIEJOBAaHNH, YTO TIONTBEPIKIAACTCS aHATIM30M HH()OPMALIUH O IESTETBHOCTH COOT-
BETCTBYIOIIMX OpraHu3aluil (Kak rocy/lapcTBEHHbIX, TaK U HETOCYAapCTBEHHBIX),
UMEIOLLEHCs B OTKPBITOM AOCTYIIE (IIPEXk/IE BCEro, B MHPOPMAIIMOHHO-TEIEKOMMYHU-
KaimoHHOM cetu UnTepHer). Tak, HarpuMep, OTCYTCTBYIOT OITyOJIMKOBAHHBIE 3THYE-
CKHE KOACKCHI O IPOBEACHUH T'€HETUYECKUX UCCIIEI0OBAaHUM, CTaHAAPTHI IIPOBEACHHUS
TEHOMHBIX UCCIIEZIOBAHUH, YTBEPKICHHbIE TEHOMHBIMH OPTaHU3ALUAMH, JIOKYMEHTBI
0 3aIlUTE IIPAB NALMEHTOB — YYaCTHUKOB N'€HETUYECKUX MCCIECAOBAHUN U JP.

HenocrarouHblil ypoBEHb 3aKOHOAATEIBHOIO PETYIUPOBAHUS U CAMOPETYIIH-
POBaHMSI TEHETUYECKUX MCCIIEOBAHUNA MOXKET CIIOCOOCTBOBATh HAPYLIEHUIO ITpaB
¥ CBOOOJI MALIMEHTOB B YacTH oOecrieueHus] KOH(DUICHINATBHOCTH TeHETHYECKON
nHQOpMaILNK, 3aIUTHl OT MPOU3BOJIBLHOIO PENAKTUPOBAHUS T€HOMA, MEepeadu
MOJYy4YEHHOIO0 T€HETUYECKOTO0 MaTrepuaia TPeTbUM JIMLaM 0e3 contacus malueHTa
u ap. ITomumo storo, Takast cutyanusi OyJeT HETaTUBHBIM 00pa3oM OTpa)xaTbCsi
Ha pernyTaluy TeHeTUKU (TeHETUYECKUX UCCIIEI0BaHUi) B 001ECTBE, TOHUKEHUH
JIOBEpHSI TPak/laH K 3TOM HayKe, 3aKPEIIEHUU B OOLIECTBEHHOM CO3HAHUU MO3ULIUU
0 0OJIBIION OMAaCHOCTH F'EHETUKHU B YaCTU HApPYILIEHUS IPaB YEJIOBEKa.

Takum o0pa3zom, rocy1apcTBO B paMKax MOCTaBICHHON L€IM UHTEHCHBHOIO
Pa3BUTHSI TEHETUYECKUX TEXHOJIOTMH JO0KHO CO3/1aTh HEOOXOIUMBbIE yCIOBUS,
B TOM YHCJIE IPABOBOTO XapaKTepa, KOTOpbIe CIIOCOOCTBOBAIHN Obl JOCTUKEHHIO 10-
CTaBJIEHHBIX 3aa4. OHUMHU U3 TaKUX HEPEILIEHHBIX 3aJ1a4 10 HACTOSIILIET0 BPEMEHU
OCTAIOTCs MPABOBasi pENIaAMEHTALUS CTaTyCa yYaCTHUKOB TE€HETHYECKUX UCCIIEN0BA-
HUH ¥ 3al1UTa TeHeTHYeCKON HH(pOopMaun rpaxaad. [ enerndyeckas napopmanus,
10JIy4aeMast NOCPEICTBOM COOTBETCTBYOIIMX N'€HETUYECKUX UCCIIEI0BAHUM, TOJIK-
Ha OBITh 3aIMIIEHa OT JII0OOTO HE3aKOHHOTO MCIOJIB30BAHUS, a NIPaBa, 00A3aHHO-
CTH, TAPAHTUM U 3aKOHHBIE HHTEPECHl YYACTHUKOB I'€HETUYECKUX HCCIIEIOBAHUN
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HEOOXOIMMO 3aKPENHTh Ha 3aKOHOATEIILHOM YPOBHE, YTOOBI OHHM OTBEYAIIN 001IIe-
MPU3HAHHBIM MEXTyHapOIHBIM CTAaHIApTaM M MEPEIOBBIM MTPAKTHKAM 3apy0eKHbBIX
roCyAapcCTB.
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E. V. Alimov

The Legal Status of Participants in Genetic Research in Russia:
Statement of the Problem

This article is devoted to the general analysis of the legal status of participants in ge-
netic research in the Russian Federation. The author mentions a number of current legal
problems in the field of legislative regulation and self-regulation of these public relations.
The complexity of protecting the rights and legitimate interests of patients participa-
ting in genetic studies is noted. In this paper new challenges and legal risks associated
with the development of modern genetic technologies are identified.
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