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NMH®OPMHUPOBAHHOE COIJIACHUE KAK ITPABOBOE .
CPEACTBO PEryJTMPOBAHUA MEAULUHCKHX OTHOLIEHUHU

INFORMED CONSENT AS A LEGAL MEANS OF REGULATING MEDICAL RELATIONS

AnHomayus. [lonsmue uHgopMupo8aHHO20 co2Aa-
cusi npedcmas/isiemcst 8AMCHbIM NpU npogedeHuU Ha-
YUHbIX UCCAed08AHULl, C8SI3AHHbLIX C MeOJUYUHCKUM
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cy6sekmam, ymobsl 0HO delicm8uUMeNbHO 8bICMYNAIO0
delicmeeHHbIM CpedcmeoM npasosoz2o pezyauposd-
HUsl 06U eCMBEeHHbIX OMHOWEHUT, C8SA3AHHbIX C Medu-
YUHCKUM 8MeWamesabCmeoM UAU UCCAed08AHUSMU.
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Abstract. The concept of informed consent seems
to be important in scientific research involving
medical interventions and in clinical practice. This
makes the study of this legal institution timely
and relevant. Purpose: based on the results of the
analysis of the formation and development of the
institution of informed consent, to identify trends
in its further development. Methods: systemic
and structural-functional analysis, as well as
special legal methods: comparative legal, formal
legal, legal modeling, interpretation. Results:
the article gives scientifically based proposals
for improving the legal institution of informed
consent. The article substantiates the conclusion
that the content of consent should be absolutely
transparent and understandable to all subjects
involved, so that it really acts as an effective
means of legal regulation of social relations
related to medical intervention or research.
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BBEJAEHUE

BypHoe pasBUTHe TeHHOU HHKeHepuu
Y BHeJlpeHVe TeHHbIX TeXHOJIOTUH B KJIMHUYe-
CKYI0 NIPaKTHKY, CO0p OMOMeJULIMHCKUX JaHHbIX
Y XpaHeHHe 6M0JI0TUYeCKOro MaTepHuaJia yejoBe-
Ka IPUBOJAT K TOMY, YTO 3Ha4eHUe UHHOPMUPO-
BaHHOTIO COTIJIACHA JIMLA, B OTHOLIEHUH KOTOPOI o
OCYIIEeCTBJISIETCS MeAULIMHCKOEe BMeIaTeJbCTBO
Y (11m) cobuparoTcs 6UoI0ruyecKre MaTepUaslbl
JIJISl TIOC/IeyI0ILEeT0 UCCIel0BaHUs, CyllecTBEH-
HO Bo3pacTraeT. /laHHasi NpakTHKa o6ecreyeHUs1
NpaB U 3aKOHHbIX HHTEPECOB I'paXkJaH B TOW WK
WHOM MpaBoBOU GpopMe OCYILEeCTBJISIETCS B MUPE
Ha NPOTSHKEHUHU YKe HeCKOJIbKUX JIeCTKOB JIET.

B HacTosillee BpeMs B CBSI3U C pa3BUTHEM
MeJIMLIMHB], HAYKH, TEXHOJIOTHUH, a TaK)Xe TUIIOB
cobvpaeMbIX JaHHbIX U HHPoOpMaLUMKU HHPOPMHU-
pOBaHHOe coIvViacue Kak IIOHATHE U IpolLecc npe-
TepneBaeT U3MeHeHUA. Bo MHOTOM 3TH M3MeHe-
HUS 00YCI0BJIEHBI HEBO3MOKHOCTBIO MOJHOCTBIO
AHOHMMHU3UPOBATh UH/UBUAYAJIbHYI0 UHpOpMa-
LJMI0 O JOHOpaX GMOJIOTUYECKOr0 MaTepuasa de-
JIOBEKa, INepcoHanusupyemyw JgaHHeiMu JIHK.
[Ipo6bsema BajieHUsT TEeHOMHbIMU JAaHHBIMHU
M UX HCII0JIb30BaHUSl IOCJe CMEPTU CyO'BEKTa,
a TaK)Ke MHOTHe Jipyrye OTHOLIEeHHUs, CBSI3aHHble
C MeJJUIIMHCKMMU BMellaTeJIbCTBaMU U IPOBOJU-
MBIMHU B 9TOW 06J1aCTU UCCJIEe[0BAaHUSMU, TPEOY-
10T HQyYHOT'O OCMBICJIEHHUS, COBEpLIEHCTBOBAHUA
IIPaBOBOI0 PeryJNpOBaHMUSL.

MHbopMUpoBaHHOe corylacMe TpejCcTaBJIsA-
eTcs Haubosiee 3PpPEKTUBHBIM MPABOBBIM CpeJ-
CTBOM, MO3BOJISIIOLIMM MPO3PayHO paclpesieUTh
npaBa, 0653aHHOCTH M, COOTBETCTBEHHO, OTBET-
CTBEHHOCTb BCEX CTOPOH MPAaBOOTHOILIEHUS C CO-
XpaHeHHeM TpebyeMoro 06ajlaHCca HWHTEPECOB.
B poccuiickoM npaBe MHCTUTYT UHPOPMUPOBAH-
HOT'0 COIJIacHsi HaXOJUTCsI B CAMOM HayaJle CTaHOB-
JieHus. 3yyeHre MeXlyHapOJAHOT0 ONbITa B 3TOU
cdepe NO3BOJIUT JLOCTHYb HEOOXOAUMBIX Pe3yJlb-
TaTOB C HAUMEHBUIMMHU PECYyPCHBIMU 3aTPaTaMH.

®OPMHUPOBAHUE HH®OPMUPOBAHHOIO
COIVIACHUA KAK PEI'YJIATUBHO-ITPABOBOI'O
CPEJACTBA INPHU OCYIIECTBJIEHUH
MEAUIWHCKOI'O BMEIIIATE/IbBCTBA

Uctopuss dopMupoBaHus NoHATUS HUHOOP-
MHPOBAHHOTO COIJIACHs Hayaslacb C BHEJPEHU-
€M ero B MeJULMHCKYI0 NpaKTUKy. U3Hayasb-

HO MMaTepHa/IMCTCKasi Mo/Jiesib MOBe/IeHUsI Bpaya
M03BOJIslJIa HE PAaCKpbIBaTh MallMeHTy HHOOP-
MallMI0 MPU OKa3aHUW MEJUIIMHCKOW MOMOIIU.
Ewie B 1665 r. o 3akoHy repuora Hopkckoro! Bpa-
YU JI0JDKHBI ObLJIM MOJYYUTh COIJIACUe MaljMeHTa
Ha JleueHue, OJJHAKO eC/IM JieueHUe He NpeJCTaB-
JISIJI0O PUCKA WJIM BpeJa, TO Bpayd UMeJd MPaBo
JlelicTBOBaTh 6Ge3 comiacus naguveHTa. [Ipu aTom
caMo NMOHKMMaHUe Bpe/ia 6bLJI0 OCHOBAHO Ha Cy0'hb-
eKTUBHOMU o1leHKe Bpava. O/{HO U3 NepBLIX Cy/1eb-
HbIX pa36UpaTeNbCTB OTHOCUTENIBHO WHPOPMHU-
poBaHHoro coryiacus (fesio 1905 r. «IIpatT npoTuB
JleBrca»?®) 6b110 BO36YX/[€HO U3-3a TOT'0, YTO Bpay
yAQJIUJI MAaTKY U SUYHUKH KEHIHHE, CTPaJarolien
anwencuent. Cys BbIHEC pellieHUe O TOM, YTO Bpay
He MMeJ IpaBa HapyllaThb TeJIeCHYI0 HETPUKOCHO-
BEHHOCTb CBOEr0 NalMeHTa.

Cnycta gecatsb Jet no aeny 1914 r. «lllnen-
nopd nporus O6mecTBa Hplo-Hopka»® 66110 BbI-
HECeHO pelleHue, KOTOpOoe MOJIOXKUJIO Hayaso
$OpPMUPOBAHUIO KOHLIENIIMKM HHPOPMUPOBAHHOTO
corsacusi. CorsiacHO MaTepuasiaM Jesa >KeHUU-
Ha obpaTru/iack B 60JIbHUILLY C Ka106aMu Ha 601U
B ’KMBOTE, y Hee Oblia 0OHapy»KeHa onyxoJib. [la-
[[MeHTKa OTKa3aslaCb OT ONepaTHBHOrO BMella-
TEeJIbCTBA, OJJHAKO Olepanys Mo yJajJeHu0 MaT-
KU ObLIa npoBeJieHa. [locsie onepanuu pa3Buiach
raHIPeHa, Y XKeHIMHe aMIIyTHPOBa/IM HECKOJIBKO
naJiblLieB Ha JIeBOH pyKe. B cBoeM peleHuu 1o Je-
ay cyabsi benmxkamun Kappoco caenan ofHo u3
HauboJiee MUTUPYEMbBIX B MEAULIMHCKOMN MPaKTH-
Ke 3asBJIEHUI: «KaXK/IbI1 4eJI0BEK, JOCTUT LM CO-
BEpIIEHHOJIETHUSA U B 3/[paBOM YMe, UMeeT MpaBo
OTpeJeATh, UTO JieJIaThb C COOCTBEHHBIM TEJI0M».

Eule ogHUMM 3HAKOBBIM [leJIOM B UCTOPUU
pa3BUTHSA MHPOPMHUPOBAHHOTO COIJIACUS SIB-
asietca aeno 1957 r. «Canro npotuB JlesaHaa»
[1, p. 115]. MeHHO B 3TOM [ieJie OSIBUJICS Tep-
MUH «MHPOpPMUpPOBAHHOE corsiacue». [lanueHT
MapTtun Cajro mnocJje njaaHoBOW aoptorpaduu
OKa3aJiCsl MOJIHOCThIO Napa/iM30BaHHbIM; OH He
6b171 TPOMHPOPMUPOBAH O TAKOM PHUCKe, oJasl

1 1665, Duke's laws (Hempstead) [3/71eKTpoH-
HbId pecypc]. URL: http://www.llmc.com/titledescfull.
aspx?type=6&coll=36&div= 142&set=20519 (naTa obpatie-
Hust: 12.12.2023).

2 Pratt V, Davis [JnektponHbiii pecypc]. URL: https://
www.ravellaw.com/opinions/967d63e3e4aceb0c7ccc62e78
af2d543 (maTa o6pawenus: 12.12.2023).

3 Schloendorff v. Society of New York Hospital
[nexTponnbiii  pecypc]. URL: en.wikipedia.orgwiki/
Schloendorff_v._Society_of New_York_Hospital (maTa o6pa-
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B Cy/, Ha GOJIbHUILY, B pe3y/IbTaTe Yero eMy ObLI
BhIMsIavyeH yuiep6 250 000 gostapos.
®opmupoBaHui0 HHGOPMHUPOBAHHOIO COTJIA-
cUsl B KayecTBe BaXXHOTO M Heob6XOJAMMOI'0 WH-
CTUTyTa NPU NPOBEJEHUN HAyYHBIX HCCJIEeL0Ba-
HUH U MeUIUHCKOHN MPAKTUKHU CIIOCOOGCTBOBAIU
MHOrve $aKThbl U3 UCTOPHUH YesoBevYecTBa. B ka-
YecTBe KJII0UeBbIX 0ObIYHO HA3bIBAIOT MEeUIMH-
CKHe 3KCIIepUMEeHThI HAllUCTOB B Nepuo/ Bropoi
MHUPOBOU BOMHBI (YTO B Jla/ibHEHIlEM MPHUBEJIO
K npuHATHI0 HiopH6eprckoro kogekca?). Bropeim
SIpKUM NpuMepoM siBjasieTcss CTanAdop/iCcKUi To-
PEMHBIN 3KCIIEPUMEHT [2], B KOTOPOM HCIBITYe-
Mble CTYJIEHThI JOJIKHbI ObLJIM BBICTYNATh JIUOO
B POJIM 3aKJIIOYEHHBIX, JIU6O OXPAHHUKOB. JKC-
NepUMeHT OblJ MpeKpalleH CIyCTs HeJest0, HO
YYaCTHUKHU €ro MOJIyYUJHM CTOUKYH MCHUXUYe-
CKyto TpaBMy. KpoMe Toro, uccjiefoBaTey Npu-
3HAJIM HaJIM4YMe MPOJO/DKUTEbHBIX HEraTHBHBIX
ncuxoJioruieckrx 3¢ pekToB skcnepuMeHTa. Tpe-
TUWA NpPUMEP HE3ITUYHOTO MCCAe[0BaHUSA Ha JIo-
JASX — dKCIepUMeHT ¢ cubuncoM [3], KOTOpbIX
npoBoauics ¢ 1931 o 1972 r. B Adppuke. [llecTs-
coT adppukaHIieB, 399 yesoBeK U3 KOTOPHIX HoJie-
JIM cMPUIMCOM Ha Hayaslo IKCIIEPUMEHTA, CTaU
ero yyacTHukaMmu. OHU 6bLIM TpoUHPOPMUPOBa-
Hbl, YTO MPOXOJASAT UCCIAE/JOBAHUE U JIEeUEHUE OT
«IIJIOXOM KPOBHU», OJJHAKO HUKAKHUX JIeKapCTBEH-
HBIX CPeZICTB UM He Npe/Jlarajaoch, OHU JIUIIb N0-
JlydaJsiv ely ¥ CTPaxoBKYy Ha Cay4al CMepTH.

ITU M3BeCTHbIE CIy4Yau NPUBEJH K CO3[a-
HUI0O Tak Ha3blBaeMoro Jloknaza besbMoHTa
1979 1.5, B KOTOPOM G6bIIM U3JI0XKEHbI «ITHYe-
CKHe pYKOBOJSLMEe MNPUHLUIbI NpOBeJeHHUs
HCC/eJOBaHUM € yYacTUEM 4YesJ0BeKa KakK CyO'b-
eKTa»: yBaXKeHHWe K JIMYHOCTHU, 6JIarofileHCTBUe
MU CIpaBeAJIMBOCTb, CBOGOJA y4acTUSI U OCO-
6as 3aliMTa YSI3BUMbIX I'PYNI YYaCTHUKOB (Je-
TH, JIIOAW C OrPAaHUYEHHBIMU BO3MOXKHOCTSIMU
u Ap.) [4]. 3To U cTaso Haua/I0M GOPMUPOBAHUSA
MHCTUTYTa UHPOPMUPOBAHHOTO COTJIACHUS.

Co BpeMeHeM IMOSIBUJIOCh MHOXECTBO OIIpe-
JleJIeHUH MOHATHS MHPOPMHUPOBAHHOIO COIJIa-
cud. ITO CBA3aHO B TOM YHUCJIEe C TEM, YTO U3 YU-

4 The Nuremberg Code (1947) [3siekTpoHHBIH pe-
cypc] // British Medical Journal. 1996. Ne 313. P. 1448.
URL: https://media.tghn.org/medialibrary/2011/04/BM]_
No_7070_Volume_313_The_Nuremberg_Code.pdf (mata o06-
pamenusi: 12.12.2023).

5 Report Belmont [3sekTponHbIi pecypc]. URL: https://
www.hhs.gov/ohrp/regulations-and-policy/belmont-
report/read-the-belmont-report/index.html (zaTa o6parye-
Hus: 12.12.2023).

CTO MeJMIMHCKOM NpPaKTUKH HCHO0JIb30BaHUS
MHPOPMHUPOBAHHOIO COTJIACHSI OHO CTaJI0 HEO6-
XOJIMMOM COCTaBJIAIOILEH MPH NPOBEJEHUU JIIO-
OBbIX BUAOB HCCae/loBaHUU. Ho B yitoGoM ciydae
B OCHOBe IOHSTHS JieXaT OCHOBOIIOJIArawuiye
KOHCTPYKIUHK: UHPopMaIKMs 06 HCCIeT0BaHUH,
NOHUMaHUE CyO'bEKTOM 3TOM UHPOPMALIUU U 10-
O6pOBOJIPHOCTDL y4yacTus. Kpome Toro, BaKHbIM
acCmeKTOM CTaJsIo 00si3aTe/IbHOe PACcKpbITHE BCEX
PHCKOB, HE3ABUCUMO OT TOT0, KaKo¥ adpdeKT OHU
MOTYT OKa3aTh Ha yYaCTHUKA, U ero roTOBHOCTh
y4acTBOBATb B UCCIE0BAHU.

HupextuBa EC 2001/20/EC naeT cnenytoiee
onpejesieHue HWHGOPMUPOBAHHOTO COTJIACHUS:
pellleHUe, BbIpaXKeHHOE B NMUCbMEHHOH QopMe,
JlaTUPOBAaHHOE W MOJANHCAHHOE, MPUHSTOE CBO-
604HO TOC/e HaAJexalero UHGOpPMUPOBAHUS
0 XapaKTepe, 3Ha4YeHHH, OCJIe/ICTBUSAX U pUCKaX®.

XeJIbCUHCKasl JleKJIapanys’ OnpejessieT, 4To
B JIIO6OM HCCIeZJ0BAHUM Ha YesIOBEKe KaXK/[bIH MO-
TEHIIUAJIbHbIN CYO'bEKT I0JKEH ObITh a/leKBATHO
nporHPOPMHUPOBAH O LieJsIX, METO/AX, UCTOYHH-
Kax GUMHAHCHUPOBaHUS, JIIOObIX BO3MOXKHBIX KOH-
$JIMKTaxX MHTEPecoB, MHCTUTYLUOHAJIbHON MpH-
Ha/IJIEXKHOCTH UCCJIe/loBaTeJIs, BBITOJIax U PUCKax
MCCJIe/IOBaHUs], BKJIOYAsA AUCKOMGOPT HpPH Mpo-
BeJIeHUU WJIM NOCJIe TIPOBeJieHUs UCCIe/l0BaHMUs.
CyObeKT AoJKeH 6bITh NPOMHPOPMUPOBAH O CBO-
€M [IpaBe 0TKa3aThCsl OT y4acTHUs B J1I060€e BpeMsl.

PA3BUTHUE OTEYECTBEHHOTO
3AKOHOJATEJ/IbCTBA B OBJIACTH
HNH®OPMHUPOBAHHOTI'O COIVJIACHUA

Pa3BuTHE OTeYyeCcTBEHHOI'0 3aKOHO/ATeJb-
CTBa W Cy[eOHON MPaKTUKH B ob6sactu UHPOP-
MHUPOBAHHOI'O COIJIaCUsl TaKXe IpeCTaBJIs-
eT COO0M J0CTAaTOYHO [JIUTEeJbHBbIM Mpolecc,
KOTODPBIM BpsiJ| JIW MOXHO CYUTAThb 3aBepIleH-
HBIM U CJIOKUBILIUMCS.

6 Directive 2001/20/EC of the European Parliament and
of the Council of 4 April 2001 on the approximation of the Laws,
regulations and administrative provisions of the member states
relating to the implementation of good clinical practice in the
conduct of clinical trials on medicinal products for human
use [Inextponnslit pecypc]. URL: https://eur-lex.europa.eu/
legal-content/EN/TXT/PDF/?uri=CELEX:32001L0020 (zmata
obpauenust: 12.12.2023).

7 WMA (The World Medical Association) Declaration of
Helsinki - Ethical Principles for Medical Research Involving
Human Subjects [3snexkTponHbiii pecypc]. URL: https://
www.wma.net/ policies-post/wma-declaration-of-helsinki-
ethical-principles-for-medical-research-involving-human-
subjects/ (naTa o6pamenus: 12.12.2023).
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B cootBeTcTBUU ¢ PeflepalbHBIM 3aKOHOM OT
21 Hos6ps1 2011 1. N2 323-93 «06 0CHOBaAxX OXpaHbI
3/10pOoBbsl TpakAaH B Poccuiickoit ®eneparnuu»
HeOOXOAUMBIM YCJIOBUEM MEJUIIMHCKOTO BMe-
1aTeJIbCTBA SABJISETCS Jjaya MTHGOPMHUPOBAHHOTO
JI0OPOBOJIBHOTO COIVIACHS TPaXKJaHHWHA WJIM €ro
3akoHHOrO npejcraButess (ct. 20). [Ipy aTom Me-
JUIUHCKUM PabOTHUKOM, MOJyYarIIUM HUHGOP-
MHPOBaHHOE COIJIacHe, JOHKHA ObITh B JJOCTYII-
HOU dopMe mpejcTaB/ieHa MoJiHasg UHpopMaIUs
0 LeJIsIX, METO/IaX, PUCKAX OKa3aHUS MeJUIHH-
CKOU MOMOIIY, TOC/E/ICTBUSX BO3MOXKHOI'0 Me/IU-
[UHCKOT'O0 BMeNIaTeJbCTBA W IMpe/ioJiaraeMbIxX
pes3yJsibTaTax OKa3aHWs MeJULIMHCKOUN TOMOIIIH.

B cooTBETCTBHU C HOpMaMU yKa3aHHOIO 3a-
KOHa mpuka3oM oT 12 Hos6psa 2021 r. Ne 1051H
MuHucTepcTBOM 3ApaBooxpaHeHusi PP 6buin
yTBEPK/JEeHbl NOPSAA0K Jadyd MHGOPMUPOBAHHO-
ro JJ06pPOBOJIBHOTO COIVIACHSI Ha MEJUIIUHCKOE
BMELIATEJbCTBO M OTKasa OT MeJULUHCKOIo
BMeIIATeNbCTBA, popMa HHGOPMHUPOBAHHOTO JI0-
OGpOBOJIBHOTO COIVIacUsl Ha MeJAULMHCKOEe BMe-
IaTeJbCTBO U GOpMa OTKa3a OT MEJUIUHCKOTO
BMelaTenbcTBa. OlHAKO moAxoA K popMUpOBa-
HUIO cofiepaHusl GopMbl HUHPOPMUPOBAHHO-
ro CorJlacusl OKa3aJsiCl HacTOJIbKO OOILUM U ab-
CTPaKTHBIM, YTO CYIIHOCTb U 3HaYeHHUE COTJIacus
JJISl pacupefie/ieHHdsl NMpaB U OTBETCTBEHHOCTHU
MeXJy MalMeHTOM W MeJUIIMHCKUM y4dpex/e-
HUEM, 10 CYTH, 6blIa HUBEJIMPOBaHA.

YTBepxkaenHass MuH3zapaBoMm ¢opma cojiep-
KUT YHUBEPCaJbHYI0 GOPMYTUPOBKY, CChLIAOLLY-
10Csl Ha BCe BU/bl MEJULMHCKHUX BMELIATENbCTB,
BKJIIOUEHHBIX B [lepeyeHb olpejiesieHHbIX BU/IOB
MeJUIMHCKUX BMELIATEeNbCTB, HA KOTOpbIe IPax-
JlaHe JalT UHPOPMHUPOBAHHOE JOOPOBOJILHOE
corjiacue npu BbIOOpe Bpaya U MeJUIIMHCKOU Op-
raHU3aluu [AJisg TOoJIyYeHUs NEePBUYHOU Meu-
KO-CAaHUTApPHON MOMOILU (YyTBEpXKJeH NpHKa3oM
MuHUCTepCcTBa 3/]paBOOXpPAaHEHUS U COLMAJIbHO-
ro pa3utus P® ot 23 anpess 2012 r. N2 390H).
B kauecTBe BO3MOXKHBIX NMOC/AEACTBUN 0603HaYe-
Ha BEPOSITHOCTb Pa3BUTHS OCI0KHEHUH, a UHPOP-
Mal{s O COCTOSIHUU 3/10POBbsl MAllUEHTA MOMKET
ObITh NepefilaHa yKa3aHHbIM B QopMe coriacus
JIMLaM, B TOM YHCJIE T10CJIe ero cMepTU. TakuM 06-
pasoM, aHa/u3 TeKcTa UHPOPMHUPOBAHHOIO [10-
OGPOBOJILHOTO COTJIaCHs MO3BOJISIET C/lesaTh BbI-
BO/] 0 TOM, YTO Mal[MEeHT NPeAYNpexaeH 000 BcexX
BapUaHTaX Pa3BUTHSA OCJIOKHEHUU Mocjae MeJu-
[JUHCKOT'0 BMENIaTebCTBa, BK/IIOYasi CMEPTh.

Ha npakTuke yTBepJeHHas MuH3ApaBoOM
dbopma ucnosib3yeTcs B NpeIJI0KEHHOM BH/IE KaK
YHUBepCaJbHOe J06pOBOJIbHOE UHPOPMUPOBAH-
HOe corjiacue JJisi BCeX CJy4aeB MeJMLIMHCKO-
ro BMellaTeJbCTBa — OT MPOXOXK/EHHUsI IPOCTOU
JMCTIaHCepU3aIMy 10 IPOBEJeHUs CI0XKHENIINX
onepauui. Hactosbko mpsiMoJiMHeHHasi peajiu-
3auus npeJrcaHys 3aKOHa B BU/le eJMHO06pa3-
HOW JJi BCeX CJy4aeB MeJUIMHCKOTO BMella-
TeJIbCTBA U OKa3aHUS MeJULMHCKOW MOMOILHU
dopMbl  106POBOJILHOTO UHPOPMHUPOBAHHOTO
corylacusi IpyBeJsia K TOMY, UTO JJaHHbIM KpaiiHe
Ba)XKHbI MHCTPYMEHT IMpPaBOBOTr0 peryJdpoBa-
HUSI OTHOLIEHHUM, CKJIAJIbIBAIOLIUXCSI MEXAY Ia-
LUEHTOM U MeJUIUHCKOW OpraHu3alyew, mpe-
BPAaTUJICA B OPUAUYECKYIO QUKLHUIO.

AHasius pe3ysIbTaTOB HAy4YHbIX UCCIE,0BAaHUN
[0 JAaHHON TeMaTHUKe TAKKe MOATBEPXKJAeT, YTO
nporiecc noJjiyyeHus: UHGOpPMHUPOBAHHOTO A06PO-
BOJILHOT'O COIVIAaCHUS B JOCTaTOYHOU Mepe He OTpa-
60TaH. 3a4acTyI0 COrJIacue MOANUCHIBAETCS Mallu-
eHTOM GOpMasIbHO, y MEJUIIMHCKUX PabOTHHUKOB
HEeJI0CTAaTOYHO BPEMEHU [iJ1s1 YCTAaHOBJIEHUS JINY-
HOT'0 KOHTAKTa C NaljMeHTaMU U pa3bsiCHEHUSI UM
CYUIHOCTHU MOATMChIBAEMbIX JIOKYMEHTOB, MHEHHE
MalMeHTOoB O CTeNleHU peabHOU HHGOPMUPOBAH-
HOCTU B COOTBETCTBUU C MOANMCAHHBIM COIVIACU-
eM OoCTaeTcsl MpPaKTUYEeCKU HeHCC/ieOBAaHHbIM
[5,c.1081]. B uesiom ieficTBYOLIAsA B HALLIEH CTpaHe
MpaKTHUKa MoJy4yeHHsT ”HGOPMHUPOBAHHOTO COIJIa-
CHsl He OTBeYaeT MHTepecaM NalieHTOB U Me/IULIMH-
CKOT'0 COOOIIECTBA U JIOJKHA OBbITh epecMOoTpeHa
WCXO/Is U3 MPUHIUIIOB GMO3THKU U YCTAHOBJIEHUS
6aslaHCa UHTEPECOB B KaXK,0M KOHKPETHOM CJIy4yae
B XOJie TOJIHOIIEHHOTO MEXJIMYHOCTHOTO B3aUMO-
JlelcTBUS Bpaya U nanueHTa [6, c. 55].

Kak nokasbiBaeT cyjie6Hast IpaKTHKa, MHOTHE
BOIPOCHI MHPOPMHUPOBAHHOTO COTJIACHS, HE TOJIb-
KO CBSI3aHHbIE C €T0 COJlep>KaHueM, HO U KacalolU-
ecsl CMeXHbIX acnekToB, B Poccuu Tak U He pelle-
HbI U BJIEKYT HAapyILLIEeHUs IPaB U CBOOOJ, IPaskiaH.
[Ipumepom BeicTynaet fesno P.JI. CBeYHUKOBOH,
KOTOpOe 6b1JI0 paccMOTpeHO B KOHCTUTYITMOHHOM
Cyzse P®8. B cOOTBETCTBUM ¢ MaTepHaJaMH Jea

8 [lo mesy o mpoBepke KOHCTUTYLIMOHHOCTH 4acTed 2
U 3 craTbhd 13 1 nyHkKTa 5 yacTu 5 cratbu 19 1 yactu 1 cTa-
TbU 20 PepepasbHOTO 3aK0HA «O6 OCHOBAX OXpaHbI 3/0pPO-
Bbs rpakAiaH B Poccuiickoit ®eepannu» B CBSA3U C Kajnio60i
rpaxzgaHky P.Jl. CBeuHUKOBOM : mocTaHoBeHHe KOHCTUTY-
yuoHHoro Cyza P® ot 13.01.2020 Ne 1-I1 [3/71€KTPOHHBIN
pecypc]. URL: https://www.consultant.ru/document/cons_
doc_LAW_342807/?ysclid=1q1yh2kaby915179076 (maTa 06-
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ell He ObL/IM MepeJlaHbl MeJJUIIMHCKUE IOKYMEH-
ThI IOCJIe CMEPTH CYNpyra U3-3a OTCYTCTBUS €ro
MHGOPMUPOBAHHOTO COIJIACHUS, UTO ABUJIOCH I10-
BOJIOM [IJI1 OLleHKU OT/eJIbHbIX MoJoxkeHUun Pe-
JlepasibHOrO 3akoHa «06 OCHOBax OXpaHbI 3/0-
poBbs rpaxjaH B Poccuiickoit @eepauuu» Kak
He cooTBeTcTByIOIUX KoHcTuTynuu P®. B cBo-
eM pemeHuu KoHctutyuuonHeii Cyn PO npu-
3HaJ/l B3aMMOCBSI3aHHbIe HOPMbI 4. 2 U 3 cT. 13,
0. 549.5¢cT. 19 u 4. 1 cT. 20 yKa3aHHOI0 3aKOHA
He cooTBeTcTByWIUMU KoHcTutynuu PO B Tol
Mepe, B KAKOM B CUCTeMe JeUCTBYIOILLEr0 NPABO-
BOTO PeryJIMPOBaHUs HEUETKOCTb UX HOPMATUB-
HOTO COJiep>KaHUsl He MO03BOJISIET ONpPEeAeJUTh
YCJA0BUS U HOPAJOK AOCTyNa K MeJUIUHCKOU
JOKYMeHTalud yMepulero naigueHTa.

Ele oAVH ApKUU IpUMep — CMelleHHe MOoHSA-
THUHA NHGOPMUPOBAHHOTO COTJIACHS U COTJIACHs Ha
06paboTKy INepcoHalbHbIX JaHHbIX . Heob6xomu-
MO MOHUMATh, YTO MOJIyYeHHe MHPOPMHUPOBAH-
HOT'0 COIJIacHsl He BCer/a sIBJseTCsl OKOHYATe b-
HbIM 3TaloOM JOCTHXKEHUs COIVIacus MalyeHTa
Ha MeJUIIMHCKOe BMeIIaTeJbCTBO, MOCKOJIbKY
B Npoliecce HAyYHOr'0 UCC/IEe/JOBAHUS WU MeJU-
[UHCKOTO BMellaTe/NbCTBa J060e U3 06CTOsI-
TeJIbCTB, YKa3aHHbIX B CT. 20 PefepaibHOro 3a-
koHa «06 OCHOBax OXpaHbl 3/J0POBbs IpaKAaH
B Poccuiickoit ®epepanyn», MOXKeT U3MEHUThCS,
YTO MOTPeOyeT MOJyYeHHUsI HOBOTO HHGOPMUPO-
BAaHHOTO COTJIACUSA FpakAaHUHA.

YkaszaHHbl€e U ipyTye NIpUMepbl U3 MeJULINH-
CKOH U CyAeOHOM NMPaKTHUKU MOJATBEPXKAAIOT, UYTO
MHCTUTYT HUHPOPMUPOBAHHOTO COIVIACUSI Kak
paBoOBOE CpeJCTBO pEryJdpoBaHUs OTHoOLIe-
HUU MeXJy MalMeHTOM U MeJUIMHCKUM yupe-
XKJEHUEeM HaxOoJUTCS B 3a4aTOYHOM COCTOSIHUU
U, N0 CyTH, He BBINOJHSIET CBOEM HaWBaXKHeU-
med QyHKUUWA COOJIOZleHUs TMpaB MallMeHTa.
[Ipu 3TOM Hesnb3sl 3a6bIBaThb, YTO UHPOPMUPO-
BaHHOe JJ0OPOBOJIbLHOE COTJIache TaKKe UrpaeT
poJib JJOKYMEHTaJIbHOTO CJieJia B3auMOOTHOIIIe-
HUM Bpaya M NallMeHTa, a NpaBUJIbHO COCTaB-
JIeHHasl JOKYMEHTalusl — BaXXHbIA UHCTPYMEHT
JUIs1 3alMThl Bpaya U MeJULMHCKOW OpraHusa-
LMY IIPU pacCMOTPEHHUH cropa B cyze [7, c. 233].
To ecTb MHGOPMHUPOBAHHOE cOrJlache MPU3BAHO
3all[MIIATh MPaBa BCex CYO'beKTOB BO3HUKAMOIIIE-
ro MpPaBOOTHOIEHUS, CBSI3aHHOTO C MeJUIIMH-

9 Jleno Ne 2-43/2020 ot 03.07.2020 [2/1IeKTpOHHBIHN pe-
cypc|. URL: https://sudact.ru/regular/doc/OUOPh3pWo1Vd/?y
sclid=lq1z9sch3h80554126 (nata o6pamienus: 12.12.2023).

CKHMM BMeIlaTeJbCTBOM, HO B HAcTosillee BpeMsi
3TOTO He MPOUCXOAUT, UTO, 6e3yCI0BHO, TpebyeT
COBepILIEHCTBOBAHUS IPABOBOTO PErYJIMPOBAHUS
B 3TOU chepe.

TEHAEHIUU PA3BBUTHS
MHCTUTYTA HH®OPMHPOBAHHOIO
COIJIACHSI B MUPOBOMI NPAKTHUKE

B HacTodllee BpeMs B CBA3U C BO3pacTalo-
MM 006beMOM IIOJIy4aeMOM B Ipolecce MeJau-
[JMHCKOI'0 BMellaTe/bCTBa UJIU HAay4YHOT'0 UccIle-
JloBaHUsT MHPOpMalUM, OCOGEHHO CBSI3aHHOMU
C TeHOMHbIMHM U OUOMEJUIIMHCKHMU HCCIef0-
BaHUSMHY, MCNOJb30BaHWEM LUQPPOBBIX TeX-
HOJIOTUH, KOTOpble MO3BOJISIIOT OTCJEXUBATh
[OBeJleHHe 4eJIOBeKa, XpaHUTb, CBS3bIBATH
Y aHaJIM3UPOBATh JaHHbIE, POLECC NOJTYIEHUs
MHPOPMHUPOBAHHOIO COIVIACUS M CAMO 3TO MOHS-
THe IIpeTepneBaeT U3MEHEHHUH.

Kpome Toro, B HacTosilee BpeMs MPOHU3BO-
JUTCs c60p reHOMHOUW WHQopManuu (IPOEKThI
«IlepcoHanbubii reHoM»!?, «1000 reHomoB»!!
U IIP.) ¥ co3/jaHue 6a3bl JaHHBIX, CBSI3aHHbBIX C 61 O-
MeJULMHCKONW UHPOpMaIUel, YTO CITIOCOOCTBYET
00MeHy, IOBTOPHOMY HCII0JIb30BAHUIO [JaHHBIX,
JJIUTeJbHOMY XpaHeHH IO U MJleHTUPHKALUY 610-
JIOTMYeCcKoro MaTepuaJja. B cBs31 c HEBO3MOXKHO-
CTbI0 aHOHHMMM3HPOBaTb HEKOTOPY MHPOpMa-
LIMI0, CBSI3aHHYIO C OMOJIOTUYEeCKUM MaTepHaloM
4yeJIoBeKa, IOCKOJIbKY AaHHble JIHK Bcerga MoryT
ObITh IepCOHAIM3UPOBaHBI, B HAYKe BCTPeYaeTcs
MHeHHe 06 06s3aTe/IbHOM y4acTUH B GHOMeu-
[IMHCKUX MCC/AeZJ0BaHUsAX JIIOOOTO rpa)iJaHUHA
M TOJIHOM YCTPAaHEHUM HEeOOXOAMMOCTHU MOJY-
yaThb uHPOpMUpPOBaHHOe coriacue [8, p. 37;
9, p. 309; 10, p. 41]. Bce 3T0 N10-HOBOMY CTaBUT
BOIIPOCHI 00 3THKEe U KOHPU/IeHI[UATbHOCTH.

[eHOMHbIe [JaHHble C JIETKOCTbIO I03BOJIS-
10T UAEHTUPULMPOBATh YesIoBeKa, IOJYy4YUTh UH-
dopmManuo 0 ero npeJiKax U NOTOMKax, YTO MOXKET
OBITh MCI0JIb30BaHO He TOJIbKO B LieJISIX IpOBe/e-
HUS HAYYHOTO MCCJIeJOBAaHUs UIU MeJULMHCKOTO
JIeYeHUs], HO U B HeraTUBHOM KJtode. Hanpumep,
IpPU pelleHHH BOIMPOCOB O CTPAXOBAHWUU KU3HU
WJIM 3/10pOBbs], IPU YCTPONCTBE HA paboOTy U Ip.

10 The Personal Genome Project [971eKTpOHHBIN pe-
cypc]. URL: http://www.personalgenomes.org (nata o6pa-
menus: 12.12.2023).

11 The International Genome Sample Resource [Jsek-
TpoHHbIH pecypc]. URL: http://www.1000genomes.org
(maTa o6pamenus: 12.12.2023).
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O4eBU/JHO, UTO JlaHHble aCMNeKTbl MOTYT IOCTa-
BUTb BOIPOCHl AUCKPUMUHALUK U COLIUAJbHOMN
cturmbl. [Ipy aTOM BaXKHO 0OpaTUTb BHUMaHMUE,
yTO, Hanpumep, B CIIIA, ecsiv 1aHHbIe 06€3/11YeHbl
Y Hay4HOe UCCJie/loBaHUe TPOBOAUTCS 3a cyeT de-
JlepasibHOTO GHMHAHCUPOBAHUS, A0NycKaeTcs 06-
MeH U MOBTOPHOE MCIO0JIb30BaHHEe WHPOPMALUHU
6e3 noJlyuyeHus Corviacusi rpaXkJaHuHa.

B Hacrosimee BpeMs uaeHTUUKALUSA OHO-
JIOrMYecKoro o6pasia - aTo TOJIbKO BONPOC Bpe-
MEeHU U KeJIaHUSI, TAKUM 06pa30M, Jirobasi XpaHsi-
masicss “HGopMaIrsa MOXKeT ObITh UCIOJIb30BaHA
B JIIOOBIX 1]eJIsIX 6e3 coryiacus JIUL, NpeJoCTaBUB-
IIMX CBOHW JIaHHbIE WU OMOJIOTHUYECKUN MaTepu-
as. Hanpumep, B 2006 1. America Online ony6Ju-
KOBa/iM 00pa3slibl CBOMX TNMOMUCKOBBIX 3alpOCOB
nocje 3aMeHbl ICEBJAOHHMOB I0JIb30BaTeJen.
Opnako The New York Times ymasioch moBTOp-
HO UJIeHTUPHULIMPOBATh M PACKPBITh OJHOTO U3
nosip3oBaTesned [11, p. 115-117].

Ba)kHO yYUTBIBATh, YTO YAaCcTO MHPOpMAIU
cobupaeTcss B TedeHHe [JIUTEJbHOTO BpPeMEHH,
3TO ellle 6OJIbIlle YIPOIIAET MPOIECC e€ UCIO0JIb-
30BaHuA U uJeHTUuKanuu. Hanpumep, npu Be-
JIEHUU 3JIEKTPOHHBIX MEJUIIMHCKUX KapT, NpHU
HCII0JIb30BaHUU '€HOMHBbIX JAHHBIX.

MexaHusMm mnoJiyueHuss HUHGOPMUPOBAHHO-
ro Corjiacus J0JDKeH BKJYaThb Npe/oCTaBJeHue
cyObeKTaM UHPOPMAIMH O TOM, AJIs1 KaKUX Liesleit
BesleTcsl cO0p, KaK J0JIT0 UX JaHHble OYAyT Xpa-
HUTLCS U KTO UMEET JOCTYN K HUM. IMeHHO mo-
3TOMY Ba)KHO MCINOJIb30BAaTh MPOLECC MOIYIEHUS
JAUHAMHUYECKOr0 HWHGOPMUPOBAHHOTO COIVIACHS,
KOT/Ila MpU JII0O60M M3MEHEHUU NepBOHAYaJIbHBIX
JIaHHBIX UJIU CBeJIEHUI He06X0AMMO MTOBTOPHO 3a-
MpalrMBaTh coryiacue cyobekTa. /la, 3To IpuBeAeT
K yCJOXKHEHHIO Mpolecca MoaydyeHuss “HGOpMHU-
POBaHHOI0 COTJIACcHS, HO B TO K€ BpeMsl I03BOJIUT
3alMTUTh NpaBa TPaXK/JaH, UTO HMeeT ropasfo
OoJiblilee 3HaYEeHUE [JIs1 BbICTpAaWBaHUsl JOBEpUs
MeXy UCC/IeJOBATEISIMHU U O0IIECTBOM.

[lockolbKy  HM3Ha4yaJbHO TpPaJUIMOHHOE
MHPOPMHPOBAHHOE corJacMe ObLIO paspabo-
TaHO JJI1 OJHOIr0 HCCJEeJ0BaHUS, UMEILEro
KOHKPETHYI0 LieJlb M 3apaHee ONpeJesleHHbIH
MPOMEXYTOK BPeMEHH, KaK MPaBUJIO, OHO HUMe-
Jio 6yMaxkHyo ¢GopMy U TpebOBaJOCh, YTOODI
BCe MOCJE/IYIOLE UCI0Jb30BaHUS JAHHBIX Obl-
Jiu 0603HAaYEHb] B IEPBOHAYAIBHOM JIOKYMEHTE.
C nosiBjieHHeM GOJIbIIUX JAHHbIX, 0OMeHa JaH-
HbIMH, CO3/JaHUEeM 0a3 JaHHbIX HEBO3MOXXHO

npesycMOTPeTh BCe MOCJeJyIolhe BapHUaHThI
MCI0JIb30BaHUsl JaHHBIX U 6MOJIOTMYECKOT0 Ma-
Tepuajia B MOMeHT c6opa U noJiyyeHus: HHPop-
MHPOBAHHOTIO cor/iacusl. B cBs31 ¢ 3TUM yBeIMUU-
BaeTCs CJIOXKHOCTb, 00beM MHPOPMHUPOBAHHOTO
COIJIacHd, YTO NMPUBOJHUT K elle 6osiee CI0KHOU
npo6JsieMe, KOT/ja paXk/JaHHUH MPOCTO IPOJIUCThI-
BaeT UHGOPMAIMIO U CTABUT CBOIO MOJIUCH, UTO,
B CBOIO 04Yepe/ib, IPOCTO pellaeT BONPOC O HpH-
JIM4eCcKOM OTBETCTBEHHOCTH Bpaya WJIK UCCIef0-
BaTeJisl, HO He 3allUILaeT paBa rpax/aH.

Ewme ofuH acnekT, KOTOPbIKM BaXKHO YYUTHI-
BaTh, — IpOIeCC OT3bIBA HMHPOPMUPOBAHHOTO
coryiacus. C oJHOM CTOPOHBI, 'PaXKJaHUH MOXET
B JII060€e BpeMs 0TKa3aThCsl OT y4acTHsl B UCCIIe-
JIOBAaHUH WJIN OT MeIMIIMHCKOI'0 BMelIaTe/lbCTBa,
0TO03BaTh cBOe UHGOPMUPOBaHHOe coryacue. Of-
HaKO BaXKHO 00paTUTb BHUMaHUe, UTO IIPU c6ope
JlaHHBIX, KOTOpble XpaHSATCS B 6a3ax, OT3bIB CO-
[J1acHsl O3HA4YaeT, YTO JaHHbIe He OYAYT UCHOJIb-
30BaThCs B Oy/JylleM, HO MOXET MPOAOJIKHUTHCS
HX TeKyllee ucnoJsb3oBanue [12, p. 379-380].

BaXHO 3aKOHOJATENIbHO pa3/eJIUTh U 3a-
KPeNnUTb BO3MOXKHOCTH, CJIy4Yald U MPOLEAYpY
MOJIyYeHUs] LIMPOKOT0 U JMHAMHUYECKOIo CorJia-
cusl B ollpeJieJIeHHBIX Npejesax. /luHaMUuecKoe
MHGOPMUpPOBAHHOE CcCOIJlacMe - 3TO MpolLiecc,
KOTODPBIM NpejloJsiaraeT MNOCTOSIHHOE B3auMO-
JlelicTBHe CyO'beKTOB (Y4aCTHHUKOB, MALUEHTOB,
ucce/loBaTesiel, Bpayel), y4acTBYIOLMX B OKa-
3aHUHU MEJUIMHCKOW MOMOILM WM NPOBEJEHUHU
vccaefoBanusd [13, p. 2]. OTaudue AUHAMUYECKO-
ro corjiacusi OT HeJJuHaMHU4Yeckux GpopM Kak pas
Y NpOsIBJSETCS B JJUTEJIbHOM Ipoliecce B3au-
MOJIeHCTBUSL CYyO'BbEKTOB, KOT/Ia KaXK/{bli HOBBIN
3Tamn Wid HoBas uHpopMmalus TpebyeT guajiora.
lllupokoe coryacue, KOTOpoe HAXOAUT GOJIbIIOE
YUCJI0 CTOPOHHUKOB B HacTosilliee BpeMsl M3-3a
HEBO3MOXXHOCTHU COXpaHeHUs KOHGUAeHIMalb-
HOCTHU MHQOpMALUY, — ITO NPOLeCC, B pe3ybTaTe
KOTOPOTr'0 YYaCTHUKH COIVIALIAIOTCS HA MCIOJIb-
30BaHHe WHOOpPMAIMH U OMOJIOTUYECKUX 06pas-
[[OB ¥ JIaHHBIX B JIDOBIX UCC/IEJJOBAHUSIX IIPHU yC-
JIOBUM 3apaHee OTOBOPEHHBIX OIpe/eeHHbIX
orpaHuyeHuit [14, p. 40-42]. O6wee coryacue
CXOJIHO C LIMPOKUM COIJIaCUEeM, HO B JJAHHOM CJIy-
Yyae He yCTaHABJIMBAETCS HUKAKUX OrpaHUYEHUH
Ha HCHOJb30BaHHE 06pasioB U HHbOpMALUHY,
B TOM UYMCJIe Ha Bce OyAyliMe uccaeoBaHus (Ta-
KOH IMO/IX0/i UMeeT CTOPOHHUKOB UMEHHO B cde-
pe reHeTHYeCKUX M TeHOMHBIX HCCJe/l0BaHUH,
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IIOCKOJIBKY B TaKUX HCC/Ie[0BaHUAX HEBO3MOX-
HO COXpaHUTb KOHQUAeHIIMaAbHOCTD, JJHK Bcer-
Jla MOXXHO HCII0JIb30BaThb JJis MJeHTUPUKALUU
cy6bekral?) [15, p. 3-4].

PasBuTtue chepbl 6UOMESUIIMHCKUX U TeHe-
TUYECKUX MCCAe[J0BaHUM, yCKOpeHHe o6MeHa
JIAaHHBIMH MEX/ly OCy/lapCTBaMU WU HCCJIeJ0Ba-
TeJSIMU IPUBOJUT K HEOOXOAUMOCTH NpUJIaraTh
COBMeCTHbIe YCUJ/IMs IO DelIeHHUI0 BCeX 3THYe-
CKUX U NPaBOBBIX NP06JIeM KaK Ha HalMOHAJb-
HOM, TaK U Ha MeX/yHapoJHOM ypoBHe. B aToii
YacTU BUAUTCA OoJiee palMOHAJbHBIM IOAXO[,
K JleTaJusauuy UHGOPMUPOBAHHOTO COIJIACHS,
a He KOHLeNnUus obLiero coracusl.

PasBuTuHe npenyusuoHHOW MeJULUHbI U BHE-
JlpeHre reHeTUYeCKUX WHHOBALMOHHBIX TEXHO-
JIOTHH B KJIMHHUYECKYI0 MPAKTHUKY MOCTENEHHO
yBeJMYMBaeT MpPOLecC NPOHUKHOBEHHUs Hayd-
HBIX UCCJIEJJOBAaHUHN B MPAKTUYECKYIO MeJUIUHY
Y NPOLeCC JIeYeHHs], YTO TOBOPUT O HEOOXOAUMO-
CTH BHeJPATb HHHOBALMOHHbIE MOJe/IU NoJIy4e-
HUS{, yIpaBJeHUs, XpaHeH!s U YTUIU3al U JaH-
HbIX [16, p. 9-10]. UMeHHO MO3TOMY ObOpalleHue
K CTpaTeruy AMHaMHU4eCKOro COTJiacus sBJISEeTCs
CBOEBpPEMEHHbIM U BEPHBIM, OHO [103BOJISIET 00b-
eJMHUTb BCeX y4aCTBYWOILUX B HCC/Ae[0BaHUU
WJIM OKa3aHWU MeJUIUHCKON NOMOILU CyObek-
TOB, MaKCHMaJIbHO 3alUTUTh UX NIPaBa U YBeJIU-
YUTb CTENEHD J0BEPUS MEXKAY HUMHU. ITO, B CBOIO
ouepe/ib, OYZET COCOGCTBOBATh PAa3BUTHIO HAy-
KM U Hay4YHOTO Mporpecca B TAKUX CJI0XKHBIX 06-
JIACTAX, KaK TeHOMHBIe UCC/Ie0BaHUA U UCIIOJIb-
30BaHMe GMOJIOTHYECKOr0 MaTepuasia yesoBeKa.
Besib MMeHHO loBepHe CO CTOPOHBI 0011leCTBa K Ha-
YYHBIM UCCJIe[JOBAaHUSM U YUEHBIM SIBJISIETCS 3aJ10-
rOM pasBUTHS HayKu U MHHOBaLMi. B ocHoBe faH-
HOTO JI0BepUs [JOJ/DKHBI JieXKaTb [10JIHOe JloBepue
MeX/ly y4acTHUKaMu (KOTOpPOro Jierde J0OUTb-
€l MMEHHO IPH UCNOJIb30BaHUHM JAUHAMHUYeCKO-
ro CorJIacusi), COIJIACOBAaHHOCTb OGIeCTBEHHBIX
Y UHJMBUAYAJbHBIX UHTEPECOB, YETKOE YCTAHOB-
JIeHHe B 3aKOHe MpaBWJ, CTaHJAPTOB, MPOLELYP,
TEPMHUHOJIOTUH, KOTOPbIEe OYAYT MCKJIIOYATh JIIO-
60e BO3MOXKHOE JIBOMHOE TOJIKOBAaHUE WJIHA He-
IIOHMMaHHUe, 3J10ynoTpebieHre NpaBoM WU 06-
xoJi 3akoHa. O4eBUAHO, YTO cdepa reHeTUUECKHUX
Y TeHOMHBIX U CC/1eJOBAaHUH, UCII0JIb30BaHUe OUO-
JIOTMYeCKOro MaTepHaJsla yeJ0BeKa — 3TO CJI0KHas

12 Lin Z., Owen A.B., Altman R.B. Genomic Research
and Human Subject Privacy [JsexTponHsiii pecypc]. URL:
https://science.sciencemag.org/content/305/5681/183/
tab-article-info (gaTa o6pamenus 12.12.2023).

cbepa A 3aKOHOAATesNsT YW NPABONPUMEHUTe-
Jiel, 0CO6EHHO C y4eTOM KOMMepIMaau3aluu OT-
HOUIEHUH U BOBJIEYEHHOCTH OU3HEC-COOOILECTB.
ApxkuM npuMepoM sBJsEeTCA IMPOKOE paclpo-
CTpaHeHHe TeHeTH4YeCKHX TeCTOB, KOTOpble HC-
NOJIB3YIOTCSA JAJIs1 BbIOOpa AWeThbl, BUJA CHOPTa
M MpeANoJiaralcT BO3MOXXHOCTb HCIOJIb30BaHUS
pe3y/IbTaTOB M reHeTH4YecKod HMHopMauuu He
TOJIbKO HENOCpPeJACTBEHHbIMH Y4YaCTHUKAMH, HO
U JIIOOBIMU CY6'bEKTaMH, NOCKOJIbKY pe3y/IbTaThbl
TaKUX TeHeTUYECKUX TECTOB YaCTO XPAHSATCS B OT-
KpbITOM JocTyne B ceTu UHTepHeT. KpoMme Toro,
NPUMEPOM SBJISIOTCS PaclpoOCTpPaHEHHble reHe-
TUYEeCKUE TeCThl /1JIs YCTaHOBJIEHHS] MaTEepPUHCTBA
(oTHoOBCTBA), KOTZ@ TaKXXe PaCKpbIBAeTCs TeHe-
TU4yeckKass MHPopManusl 3a paMKaMHU MPaBOBOIO
peryaupoBanus [17, p. 525].

MNMeHHO mnO3TOMYy Heo6XxoAuMO QopMHUpPO-
BaTh [IPaBOBOEe CO3HAHHUE IpaXkJaH B 3TOU 06J1a-
CTH, a 3TO BO3MOXXHO TOJIbKO MpPU OTKPBITOCTH
MHbOpMaLMK U BOBJEYEHUS B INpoLecC uccie-
JIOBaHUSl MWJM KJIMHUYECKOI'O0 HCI0JIb30BaHUA
Hay4YHbIX Pe3y/JIbTATOB HA OCHOBAaHUU UHPOPMHU-
poBaHHOr0 coracus. JloBepre co CTOPOHBI 06-
IeCTBA K UHCTUTYTY UHGOPMHUPOBAHHOTO COTJIa-
CUsl TO3BOJIUT MaKCUMaJsbHO 3allMTUTbL MNpaBa
Y4aCTHUKOB U MPOJOJIKUTD JajbHelllee pa3Bu-
THe HayKHU B TAKHUX BaXKHbIX 006/1aCTSX, KAK FTeHOM-
Hble UCCJIe/IOBAaHUS U GUOMe UL HA.

3AKJIOYEHHUE

AHanus craHOBJIeHUSI WH(POPMUPOBAHHOIO
coriacusi NMO3BOJISIET BBIJEIUTb CKJaJbIBalOLU-
ecsl MpsSIMO TNPOTHBOIOJIOXKHbIE TEHJEHIUH: OT
YCTAHOBJIEHUSI NpaBa COOCTBEHHOCTU Ha 6GUOJIO-
ru4ecKui MaTepuasl U MHGOpMalMio Cyo'beKTa [0
MOJIHOTO, CBOGO/JTHOTO, KOTKPBITOr0» UHPOPMHUPO-
BaHHOI'0 COIVIACHs, KOT/ia JIMLO a/IbTPYUCTUYECKU
Ipe/loCTaBJIseT CBOM JlJaHHbIe /J1F JIIOOBIX UCCie-
JIOBAaHWH, BHE 3aBUCUMOCTH OT BPEMEHHU U CIOCO-
6a ux ucnosib3oBaHus [18]. [locenHsas mo3uLus
MOJIyYaeT BCe 6oJiblliee pacpoOCTPAHEHHE B CBSI3U
C HEBO3MOXKHOCTbIO 3aLIUThI JAHHBIX B YCJIOBHAX
HeoOXOZMMOCTH 06ecreYruBaTh MOCTOSIHHBIA Ha-
YUHBIH Iporpecc, 0cCO6eHHO B 06J1aCTU FeHETUKHU.

HecMoTps Ha, ka3asnoch 6bl, yI06HYIO dopMy
OTKPBITOTO COIJIACHs, 2 CTOPOHHUKHU I'OBOPAT 06
yBeJIMYEHUN pe3y/IbTaTOB MCCAe[lOBaHUN U 6o-
Jiee BBICOKOM BepOSITHOCTHM HAy4YHOTr'O NpOPbIBA,
MHOTHe Mpo6JieMbl CTAaHOBATCS Bce 6oJjiee CJIOXK-
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HbIMU. Tak, HanpuMep, NpU NOJyYeHUH MNOJIHOTO
OTKPBITOTO COIVIACUS aKLLeHTbl CMEILATCs OT He-
00X0IMMOCTU IPUHSITHS Mep 10 CHUKEHUIO pHCKa
NpUYMHEHUs] BpeJia K pa3paboTKe cTpaTerui U
NpOorpaMMBbl IeMCTBUH B C/Iy4ae HaCTYIJIEHUS He-
raTUBHBIX COOBITUH, BKJIIOYAsi IPUYUMHEHUE Bpeaa
YKW3HU UJIY 3/I0POBBIO, a TAKXKEe JUCKPUMUHALMIO.

BaKHBIM acnekToM, TpeOyrIUM 3aKOHOA-
TeJIbHOTO pellleHMs U 3aKpelJIeHUs KaK B MeXy-
HapOJHOM NPAaKTHKe, TaK U B POCCUHCKOM IIpaBe,
AIBJISIeTCS BONPOC BJIaJleHUS JAHHBIMH, 0COOEH-
HO TeHOMHBIMM JIaHHBIMH, U UX HUCII0JIb30BAaHUSA
nocje cMepTH cyobekTa. Kak MoryT Hcnosib3o0-
BaTbCs JJaHHble YMePIUUX JIOLeN, MOTYT JIU POJ-
CTBEHHUKH OT3bIBaThb MHPOPMHUPOBAHHOE COIJIa-
Cve JJAHHBIX JINL? ITU U MHOTHeE JipyTrue BOIPOChI
He HAllJIM OTPa)KeHUd B NMPABOBbIX HOpMaX, YTO
NPHUBOJAUT K 3JI0YyNOTpPebJieHHUS M Ha NpPaKTHKe
NpU MpOBeJleHUM HAy4HBIX MCCAeJOBaHUMN WU
MeJMLMHCKOro BMellaTeIbCTBa.

06061as cka3aHHOEe, CTOUT OTMETUTb, YTO
cojepkaHue  HMHQPOPMHUPOBAHHOTO  COIJIACHA
JLOJDKHO OBITb abCOJIIOTHO MNOHSITHO JIULY, €ro
noanuceiBawiiemMy. Corsiacue [AOJDKHO cofep-

’KaTh LIeJIM HUCCIeZ0OBaHUS WU MEJUIMHCKOTO
BMeIlIaTeJIbCTBA, METO/Ibl U MOCJAE/CTBUS, PUCKU
Y BBITOZIbI (BKJIIOYasi BO3MOXKHOE KOMMepPUYecKoe
WCIO0JIb30BaHUE Ppe3yJbTaToOB, HWHPOpPMaIHY,
O6UOJIOTHMYEeCKUX 00pa3ioB), MPaBO Ha OTKa3 Ha
JIIOG0OM 3Tarne MPOBEJEHHUS HCC/IeL0BaHUS WU
MeJUIMHCKOr0 BMellaTeJbCcTBa (6e3 ykasaHus
MPUYKH U IPH JIFOObIX HETATUBHBIX MOCIECTBU-
AX JJIs BCEX yYaCTBYHOUIUX Cy6beKTOB). BaxkHo,
YTOObI HHPOPMUPOBAHHOE COTJIACHE COZAEPKAJIO
NopsZioK c60pa, XpaHeHHs], UCI0JIb30BaHUs, 3a-
IUTHI JIIOObIX JAHHBIX, MOJYYEHHBIX B pe3yJib-
TaTe HCCAel0BaHUS WM MEJUIMHCKOTO BMe-
HIaTeJbCTBA, MepevyeHb JIKUI, UMEKNHUX JOCTYI
K uHbOpMAIMHd, U BO3MOXXHOCTh MOBTOPHOTO
MCI0JIb30BaHUs HMHPOpPMAIMK, a KpPOME TOro,
ecJI TPOBOAUTCA CO0p OGHMOJIOTHUYECKOr0 MaTe-
puasia yesioBeKa, TO U ONPEZEJISIO ero CyAbOy.
Kak npescraBisieTcsi, HE06X0JMMO Ha yPOBHE MO-
craHoBJsieHus [IpaBuTtesnbcTBa PP coszpaTh eau-
Hble TpaBWJa TMOJyYeHUs] MHPOPMUPOBAHHOTO
corviacusi, TpeGOBaHHs K ero Cojiep>KaHuio u pop-
Me, KOTOpbIe CTaHYT PYKOBOJSIMM Ha4aIoM JIJist
OTpacyieBbIX HOpPMaTHBHBIX aKTOB.
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