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AHHomauus. Uccnepyetcs cBsA3b 6Mob6aHKOB 1 0bLlecTBa Yepes UHPOPMU-
poBaHHOE cornacue. AHaU3MPYHTCA PUCKK, accoLmMmpyeMble ¢ 6MobaHKa-
MW, a TaKXKe KOHLeNuMsa MHGOPMUPOBAHHOIO COrlacus B KOHTEKCTE dYHK-
LMOHMPOBaHMA 6UOBaHKOB. [MNoTe3a HACTOALLErO UCCNENOBAHNSA COCTOUT
B TOM, YTO KOHLENUUSA MHOOPMMPOBAHHOIO COrlacus CTPYKTYPHO, Ha YPOBHE
OLEHKM PUCKOB MO OTHOLLEHUIO K cebe M CBOUM BIU3KUM POACTBEHHUKAM
He coBnagaet ¢ beHeduMLUMaPHON MOAENbIO MOYYEHMS HAYYHOTO 3HaHUS,
OCHOBAHHOM Ha CnNpaBea/IMBOCTU U KOHLIENLMN MUHUMabHOro Bpeaa. JaH-
Hoe 06CTOATENIbCTBO MOXKET CYXKUTb apryMEHTOM B MOJIb3Yy MPUHLMMIA UH-
$OpPMMPOBAHHOTO COrNAacKsi, OCHOBAHHOIO Ha YBaXKEHUW NPUHLUMNA aBTOHO-
MUW. B cTaTbe genaetcs npeanosioXXeHme o ToM, YTo BBeAeHne GpopMmbl pac-
LUIMPEHHOIro MHPOPMUPOBAHHOIO cornacus 6e€3 BO3MOXKHOCTU YTOUHEHMS,

Crarbsi IOZrOTOB/IEHA B PaMKaX MCC/Ie[JOBaHUS, BBITIOJIHEHHOTO TIPY (PMHAHCOBOM
noziepkke Poccuiickoro HayuHoro ¢oHza; mpoekt Ne 19-18-00422.
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B KaKMX MMEHHO McCcaeloBaHUsIX 6yayT UCMOb30BaHbl 6MO06pPa3sLbl JOHOPA,
3aTparnBaeT y)Ke He TOJIbKO €ro MHAMBUAYabHblE MHTEPECH], HO U UHTEpe-
Cbl €ero 6amxanwnx poacTBeHHUKOB. HaxoxaeHne Tako Moaenn nHoop-
MWPOBAHHOFO cornacus, rae 6yayT NPUHUMAaTbCS BO BHUMaHME He TONbKO
apryMeHTbl 6eHeduLMapHON MOAENN N KOHLEMNUMS HE3HAYNTENIbHOTO PU-
CKa, peasisyemMble Ha OCHOBE MHAMBUAYAJILHOTO PELLEHUS, HO U CEMENHbIE
CBSA3M, MOXHO CUMTaTb 3aga4elt agantaumm MHGOPMMUPOBAHHOIO COrnacus
K paboTte 6nobaHKoB.

KntoyeBble ciioBa: puckn, MHGOPMUPOBaHHOE corlacue, 61MobaHK, yBaxkeHune
nepcoHasibHOM aBTOHOMUK, beHedULMapHas MoaeNb, MopasibHoe 06s3aTesb-
CTBO, [0, 6peMs, MMHUMaJIbHBIN PUCK, NPUBATHOCTb.

CcbinKka ans uutupoBaHusa: bensnetanHos P.P. TpygHas npo6aema MH-
$bOpMMPOBaAHHOIO COrNacus: PUCKU U rpaHULLbl NEPCOHAIbLHON aBTOHO-
Mumn B bBuobaHkax // Yenosek. 2024. T. 35, N2 1. C. 76-93. DOI: 10.31857/
50236200724010061

HPOKOe pacrmpocTpaHeHre OMOOAHKOB BO3POIN/IO UHTEpeC

K mpobyieMaTHKe TMPUHIMIA YBaXKeHUsI TIepCOHA/IBLHON aB-

TOHOMMH U1 €ro MPUKJ/IaJHON 3TUUeCKOM peasn3alui — WH-
(hOpMHUPOBAHHOTO COTTIACUS B KOHTEKCTe OMO3ITUUECKOTO COMPOBOXK/Ie-
HUSI HOBOTO TIOKOJIEHHSI UCCIIeZI0BATe/IbCKUX TEXHOJIOTHM C yUacTHEM
yesoBeka. briobaHku cranu nnatdopmoii, Ha KOTOPOM, TIOMHUMO HUCCIIe-
JIOBaHUM TIpodu/iel reHeTHUeCKUX JaHHbBIX, ellfe U perpe3eHTHPYIOT-
cs1 OMOIOTHUECKHE CBSI3M UIEHOB 0011]eCTBa, (hopMupyroliye ceTu 61o-
JIOTUYECKUX OTHOILEHUH OM3KHUX POJCTBEHHWUKOB M OTpayKarolliyie Te
CeTH SMOIMOHA/ILHBIX B3aUMOOTHOIIIEHUH JIFOIel, UTO BJIMSTIOT Ha TIPO-
1[eCC TPUHATHS UHPOPMHUPOBAHHBIX COTIACHH.

ITpaBo Ha MH(OPMHUPOBAHHOE COIIACHE 3aKPEIJIEHO 3a JJOHOPOM
O0uvobaHKa Ha ypOBHE MEXIYHapOJHBIX W HaIlMOHAJBHBIX 3aKOHO-
narenbCTB [cm.: Ctambonbekuii, 2018: 89], oAHAKO BK/IHOUEHHOCTH
«JPYTUX», TOJ, KOTOPBIMH TIO/Ipa3yMeBalOTCsl POJCTBEHHUKH Kak TI0-
TeHIMabHbIe YYaCTHUKH B3aMMOOTHOIIIEHHWH J0HOpa W OuobaHKa,
yXKe OCO3HaeTCs W TPUHMMAEeTCs BO BHUMaHUe. BBe/ieHWe TakMX HO-
BBIX TIOHSITHH, KaK «[T€PBUUHBIN» U «BTOPUUHBIN» [Botkin, 2001: 207],
«aKTHBHBIN» U «TaccuBHbIN» [Mezinska, 2020: 11], mpuMeHUTeNIbHO
K YYaCTHUKY HCC/IeJOBAaHUS J€MOHCTPUPYET XapaKTep B3aMMOOTHO-
[IeHUH MeXTy OM0OaHKOM M ero JOHOPOM, KOTZa TIOCIeHU perpe-
3eHTHPYeT He TOJbKO CBOEe COryiache, HO M COryiacie CBOMX OHO/IOru-
YECKUX POJICTBEHHUKOB (MMIUIMIIUTHO WM SKCIUMLIMTHO). ITpuuem
Ouosioruueckasi CBsi3b B TIOI0OHBIX CyYasx He BCEria KOppenupyeT
C KOHTaKTaMH MEX[y pOJICTBeHHUKaMU. VIccieoBaHHe Takoro pofa
JAJIeMM TMPeZICTaB/IsAeT 3HAUMTE/TbHBIN MHTEPEC; UX aHATN3 C TIOMOIIILIO
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OMO3THUECKUX KOHLIETITYa/TbHBIX MHCTPYMEHTOB TIOMOXKET TIOCTPOUTh
JIOJITOCPOYUHYIO YCIEITHYI0 pPenyTaluio 6uobaHKam, MpeBpaTUTh OHo-
OaHkM B Ge30macHyl U CTabWIbHYHO M1aT(GopMy OHOMEAMIIMHCKUX
HCC/ieJOBaHUM € yyacTreM OMoMaTepraioB uesioBeka.

OTKpBITOCT COBpeMeHHOW HayKH, pa3BuBarolilelicsi B opme Tex-
HoHayku [FOpuH, 2016: 21-23], BbICTyHaeT OJHUM U3 K/IHOUYeBbIX YC-
JIOBUH ee COLMANbHOIO, a IOTOMY M HayuyHOro ycrexa. HoBbie MeTo bl
NpoBe/ieHNsT OMOMEIUIIMHCKUX WCC/IeJOBaHUN TIPOOIeMaTHU3UPYIOT
3TUYeCKHe TIOAXO/(bl, TIOCKOMbKY KOHLIETUsS WHPOPMHUPOBAHHOTO CO-
riacusi, pa3paboTaHHasi i WHAWBUAYATBHOTO TIDUHSTHS pelleHusl,
He Y4YWMThIBaeT OUOIOTMYEeCKHe OTHOIIEeHHS MEXX[y YYaCTHUKOM HC-
CJIeZIOBaHUS U €T0 PO/JICTBeHHUKAMMU.

ITpuHsTHe a/jaNTUPOBAHHOM /1711 6MO0OAHKOB, PaCIIMPEHHON MOIeTH
nosryueHust HGopMmupoanHoro cornacus (broad consent) [Mikkelsen,
2019] moxet copMupoBaTh B OOIIIECTBE OTTOP)KEHHE U HEIOBEpHe
K TakuM uccienoBanusam [Caulfield, 2007]. Cruiikom rociiezioBaTe)ib-
Hasi TIPUBEP>KeHHOCTDb TIPaBUIaM TIOMydeHHs: H(HOPMHUPOBAHHOTO CO-
r7Iacust TIpY TIPOBeIeHUH MCC/IeZIOBaHUM C y4acTHeM uejioBeKa, Korja
KaXk/l0e OTZelbHOe UCC/iejoBaHhe HYXKAeTcss B HOBOM HMH(OPMHUPO-
BaHHOM COTVIaCHH, MOKeT TIOCTaBUTb TOZ, BOTIPOC CaMoO CyIlleCTBOBa-
Hue 6robaHkoB [Manson, 2019]. Kpome Toro, ¢popmasu3saius HHbop-
MHPOBaHHOTO COTIJIacHsi CTaBUT UCC/Ie/ioBaTesnieil B ys3BUMOe T0JI0XKe-
HUe, CBA3aHHOE C HeJloCTaTKamu OeHeduI[MapHOW MOJIe/TM B3aUMO-
JIeMCTBUS 00IeCTBAa U HAyKH, KOT/la YYEHbIM MPUXOJUTCS PUHUMATh
peleHus 3a JOHOPOB OMOOAHKOB, TO €CTh BBITIO/HSATH He CBOWCTBEH-
HbIe /7151 TpodeCcCrOHaIOB 3a/iauu.

TpymHocTh Bhibopa hopmbl MHGOPMUPOBAHHOTO COTIACHSI COCTOUT
B TOM, UTO 3Ta mpobsiemMa CBsi3aHa C yripaBjieHreM puckamu [Akyliz,
2021], UCTOUHUK KOTOPBIX KPOETCS B CETEeBbIX OTHOILIEHWSIX MEXIY
POZCTBEeHHUKAaMH, B TO BpeMsi Kak pacripefiesieHle OTBETCTBEHHOCTH
3a PUCKA MEeX[Y WCC/IeloBaTe/siIMM U YUYaCTHUKAaMHM UCCIef0BaHUN
OCJIOKHEHO C (pOpPMasbHOW TOUYKW 3peHUsI TeXHUUYeCKWMHU OrpaHuye-
Husimu [Envkees, 2020], a o cyTH OTCyTCTBHEM 00OCHOBaHUS IJist
MPEO/IONIEHUs] ITUX CJIOKHOCTeH IO TIpUYMHe JOMUHUPOBaHUSI OeHe-
(urapHO MO/Ie/T B3aMO/IeMCTBUS NCC/IeZI0BaTe ISl U UCTIBITYeMOTO.

Ba)kHO, UTO OTHOIIEHUS] «OMOOAaHK — JIOHOP» SIBJISIFOTCS ZIOJITO-
CPOYHBIMH He TOJILKO C KOHKDETHBIM JIOHOpOM 01o0aHKa, HO U C ero
POZCTBEHHUKAMU — TakKWM 00pa3oM CTPYKTypa 3THX OTHOIIEHUH
He MOXXeT ObITh JKECTKO per/laMeHTUPOBAHHOM U JIWIIIEHHOH 00paTHOMH
CBsi3U. BrIcTpanBaHMe apXUTEKTypbl WH(GOPMUPOBAHHOTO COTJIACHs
B Ov0OaHKaxX MOXXHO TIPE/ICTABUTh KaK KOHKYDPEHIMIO HeCKOTbKUX
KOHLeMUMi (paciuupeHHOe WH(OPMUPOBAHHOE COIJIacHe, Crielya-
JU3UpOBaHHOe MH(GOPMUPOBaHHOE Corjiacue, MeTanH(pOPMHPOBaH-
HOe corjacuie, CTPYKTYPUpPOBaHHOe WH(OPMHUPOBAHHOE COTIJacue)
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[Mikkelsen, 2019], BbIOOp MeXIy KOTODBIMH He BCerjja OYeBH/IEH.
BrosTHueckuii aHa/M3 MO3BOJISIET TIPOSICHUTD MPUHLIUTIBI, BIAMSIOIINE
Ha peanu3aljii0 aBTOHOMUU M, Oojiee KOHKPeTHO, MH()OPMHPOBAHHO-
r0 COIJIacHsi Kak B MCTOPUM OMOMeUILIMHBI, TaK B HOBOM KOHTEKCTe
pa3BuTHsl 6M0OAHKOB. ['MIOTe3a HACTOSIIETO MCCIe0BaHHs COCTOUT
B TOM, UTO KOHLIEMIMs WH(OPMHPOBAHHOTO COTIACHsi CTPYKTYPHO,
Ha YpOBHE OIIeHKH PUCKOB TI0 OTHOILEHHIO K cebe ¥ CBOUM OJTM3KUM
POZICTBEHHHKAM He COBMaziaeT ¢ OeHe(UIMAapHOW MOJENbI0 Toyye
HUsI HAyYHOTO 3HAHKSI, OCHOBAHHOM Ha CTIPAaBeI/TMBOCTH U KOHLIETIIIN
MUHAMaIbLHOTO Bpesa. [TofobHoe 3aKk/IoueHrne MOXKET CITYy>KUTb apry
MEHTOM B TI0JIb3y HeOOXOAMMOCTH CJie/[0BaHUsI TIPUHLUITY WH(OPMH-
POBaHHOTO COTJIaCHsi, OCHOBAaHHOTO Ha YBa)KEHWW aBTOHOMUH, [laXKe
YUHUTBIBasi CJIOKHOCTH, CBSI3aHHBIE C YCTPOWCTBOM M JIeITETbHOCTHIO
06106aHKOB.

Buob6aHKM B cUCTEME HayKU U npobsieMa pUCKOB

TepmuH «OM00aHK» W3HAUa/bHO 0003HAYas Crelyaju3upOBaHHbIe
JIeTI03UTapUH, CO3/jaBaeMble C 1[e/Ibl0 (U3UUeCKOr0 CoXpaHeHusi Ouo-
MaTepHasoB, KOTOPbIe BIIOC/IeCTBUM MOI/IN OBbITh MCTIO/Tb30BaHBbI /1S
peIleHus pa3/IMUHbBIX 3a/]au: MMPOBEe/IEHUS UCC/IeIOBAHMH, COMOCTAaBIIe-
HUsI OMOMaTepuasioB, BHICTABOK. B 3TOM CMbIC/Ie Tpe/iiiieCcTBeHHUKA-
MU OM0OAHKOB MO>KHO CUMTaTh COOpaHUsT OMOJIOTMUeCKUX 00pasIjoB U
OpraHM3MOB, BO3HHKIIKE B 310Xy [IPOCBeIeHUsI B CBS3U C TOBBILLIEH-
HBbIM MHTEPeCOM K eCTeCTBEHHBbIM Haykam (repbapuu, O0TaHUYeCKHe
cafibl, COOpaHusi KOJIJIEKITUM KUBOTHBIX ).

PaciiBeT COBpeMeHHBIX OMOOAaHKOB, KOHEUHO, UMEeT MUHYIO TIPHUpO-
[y — OH CBSI3aH CO 3HAYMTE/IbHBIMH HayUHBIMHU YCTIEXaMH B FeHEeTHKe
Y TIOSIB/IEHWEM BO3MOXKHOCTEH TMPOBe/IeHHs UCC/IeIOBAaHUI reHeTHue-
CKOTO MarepHasa B HallMOHa/IbHBIX MaciiTabax. Takue J0CTWKeHUs
MO3BO/IAIA Pa3BUBaTh OMOOAHKKM Ha Pa3/IMUHBIX YPOBHSIX — B Kaue-
CTBe aKaZieMUUeCKUX W WHCTUTYLMOHAJIBHBIX WHCTPYMEHTOB HayKH,
KaK TOCy/JapCTBEHHbIE HAllMOHA/bHbIE IENO3UTapul OMOMaTepHUasoB,
KOMMepuecKue /lefio3uTapuu OuomareprasoB, BUPTyasbHble OMOOaH-
KU, CerMaIn3upyIoIiuecss Ha OKa3aHUM CepBUca JJisl II00aNbHBIX U
HalLMOHaBHBIX OMo6aHKoB [Reznik, 2017: 667].

Pa3BuTHe OMOOAHKOB MO/ipa3yMeBaeT TOCTPOEHWEe W B3auMojel-
CTBHE CeTeBbIX CTPYKTyp oOMeHa zaHHbIMH. Hampumep, obpa3o-
BaHHasA B Hailed ctpaHe HaijuoHanbHas accolyarius OMOOAaHKOB U
crieraucToB 1o 6uobankupoBanuio (HACBMO) craBUT cBoel 3a-
Jauel «coszanue cetu 6robankoB Poccrn» [HarmoHanbHas accorpa-
1us, 6.r.]. CeTeBoe B3aMMOZENCTBHE eCTh K/HOUeBOe yCIOBUe (yHK-
I[MOHUPOBAaHUS OMODOAHKOB He TOJMBLKO BHYTPHM TOCY/lapCTBa — Kak
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HalMOHAJbHOW CeTH, HO U BHE ero — KaK 4YaCTU MeXK[yHapOJHOM
crctemMbl 0OMeHa HayuHOW WHGMOpMAaleld U UCCIe0BaTeIbCKUMH pe-
cypcamu. B 3Toii cBsi3u HeoOXoguMoe ycioBre paboThl OM0OaHKOB —
BBefleHHe YHU(DHKALIMY, CTaHAAPTOB XPAHEHHsI U 00pabOTKK /IaHHBIX,
a Takke eJuHasi CUCTeMa STHUECKUX TPUHLIMIOB. MeKayHapoAHbIe
OpraHM3ally, 3aHUMaroIIyecss mpobieMol cTaHjapTU3anuyd OrobaH-
KOB, — MesklyHapo/iHOe 0011iecTBO OMOIOrYeCKUX U 9KOJIOTUe CKUX
xpanumiy (International Society for Biological and Environmental
Repositories, ISBER) u MHdpacTpykTypa uccieioanusi 61o0aHKOB
1 OMOMOJIEKY/ISIDHBIX pecypcoB — EBpomelcKuii KOHCOPLIUYM HC-
cnenoBaTenbCKor UHGpacTpykTypbl (Biobanking and Biomolecular
Resources Research Infrastructure — European Research Infrastructure
Consortium, BBMRI-ERIC). OieMeHTOM peryarpoBaHus TI0f00HOT0
pozia opraHu3alvii BBICTYMAIOT MpaBuia cbopa Ouomarepuasnos, /0-
KyMeHTHPOBaHWe, TPaHCIIOPTUPOBKA, MapKHWPOBKa M JIpyrve 3jeMeH-
ThI paboThI ¢ GUONMOrMYeCKMMH MaTepuaiamu. Hampumep, 6robaHK
HaroHanbHOTO MeMLIMHCKOTO HWCCIIeI0BATe/TbCKOTO LIEHTpa Tepa-
iy 1 npodusakTuueckor menuiabl (HMULL TTIM) Mun3sapasa
Poccuu — oTedecTBeHHBIM OMO0AHK, 3aryCTUBIIMN CUCTEMY MeHe[-
JKMEHTa KauecTBa I0 MexAyHapogHomy crtaHgapty 1SO 9001:2015
«Quality management systems — Requirements»' u paGorarormii B
COOTBETCTBMM CO CTaHAApTOM OunobankupoBanusi 1ISO 20387:2018
[cMm.: Bopucosa, 2020: 591].

buobanku cofepxxar B cebe psifi MHPPACTPYKTYP (CIOXKHYIO Op-
raHM3alMOHHYI0, SKOHOMUYECKYI0, TeXHUUeCKyl0, HayuHy0, UHHOp-
MaI[MOHHYH0), KOTOPble CTAHOBSITCSI MCTOUHUKAMU COOTBETCTBYIOIINX
PUCKOB — yTeueK UH(opMaLyy, omboK, SKOHOMAYeCKHUX MPOCUeTOB
[Akytiz, 2021]. Eme 60sbiivie pUcKH, TeHepupyeMble OroOaHKaMH,
MPOMCTEKAIOT M3 B3aUMOJelCcTBUs O61M00aHKOB C 00IeCTBOM U IOHO-
paMu 6MOOAHKOB, a TAKXKE, B CBSI3U C MEX/YHAPOJHBIM (DYHKIMOHUPO-
BaHHeM OMO0OAHKOB, U3 0OMeHa OHWoIorMuecKol MHbOpMareld MexK-
[y HallMOHa/IbHbIMK OrobOaHKaMK M ee pacrpocTpaHeHus |[EHMKeeB,
2020: 316-319].

ITpobnemMa pUCKOB, BO3HUKAIOIMX B pe3ysibraTe pabOTHI [1€TI03M-
TaprieB OMOMaTepuasoB, TeCHO KOPPeIUpyeT C He0OXOANMOCTBIO TIOA-
Jep>KaHusi perytaiun 6robaHKa Kak Ha/leXKHOTO U TIpejicKa3yeMoro
WHCTUTYTa. BriobaHKM KpaliHe 3aBUCHMMBI OT JOBEpHs, KOTOpOe UM
OKas3bIBalOT JOHOPKIL. [lofep;kka loBepysi BO MHOTOM CBsi3aHa CO CMe-
IIMBaHWEM DOJIM Bpaua W POMW UCC/IeAOBATesisi, YTO TIOMOraeT ycTa-
HaB/IMBATh OTKPBIThIE OTHOIIEeHUs ¢ soHopam# [Ursin, 2020]. OxHako

! Ha ocHoBe ero ayTeHTUUHOIO [ePEBO/A HA PYCCKHIA sI3bIK TTOJTOTOB/IEH POCCHICKUN
T'OCT P MICO 9001:2015 «Cuctembl MeHe/pKMeHTa KauecTBa. TpeGoBaHusI».
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CTPYKTYpUPOBaHUE PHUCKOB MOKA3bIBAET, HACKOILKO CJIOKHO (haKTHUe-
CKU MO/|IeP>KUBATh peryTalyio 6robaHKka Kak MHCTUTYTA.

Tunonorust puckoB [Akyliz, 2021] Bk/ItOUaeT B cebsi PUCKH KO-
HOMHUUECKHe, acCOMMpYIoIuecs ¢ (prHaHCHPOBaHWEM OMOOAHKOB, a
Takke WHQPPACTPYKTYPHbIE PUCKU, CBSI3aHHBbIE C TOJJEP>KKON Heob-
XOJUMBIX CTaH/JapTOB XpaHeHWs 6M00Opasl[OB W 3al[UTHI WH(pOPMa-
L[UOHHBIX pecypcoB. CyllleCTBYIOT PUCKH, CBSI3aHHBIE C 3alllUTOMN pa-
0OTHHMKOB OMOOAHKOB OT 3apakeHUs TlatoreHamu. K umciy pemyTtariu-
OHHBIX PUCKOB 0M00AHKOB OTHOCHUTCSI OTKa3 ZIOHOPOB OT XpaHEHUs U
HCTI0/Ib30BaHUs OMoMaTepranoB. PUCKHY, BO3HUMKAIOIIME B Pe3y/bTaTe
B3aMMOZEHCTBUS MCC/eloBaTesield Apyr C APyrom, TpeOyroT mpo3pau-
HOCTH U ZIOCTOBEPHOCTH X HaMepeHHH.

IIpyrast TpyTina pUCcKOB — yrpO3bl, KOTOPbIE MOTYT BO3HUKHYTh He-
MOCpe/ICTBEHHO Tiepe/; JoHopaMu Orobanka. K TakuM prckam MOXKHO
oTHecTH (pu3nyeckre pucku (rpu 3abope 6MO0OPA3IIOB y JOHODPOB),
PUCKW HapYyIIIeHUs PUBAaTHOCTA U MH(MOOPMAI[UOHHBIX yT€UeK U PUC-
KU 0OHapy’>KeHUs1 FfeHeTUUeCKUX MyTallii, OTBETCTBEHHBIX 3a Te WU
vHble 3aboeBaHust. He MeHbIllee 3HaUeHUe UMEIOT 1[€HHOCTHbIE PHUC-
KU, TIPOMCTEKAOIIe U3 PacX0K/eHUsl B3IVISIZIOB JOHOPOB U UCCIIeZO0-
BaTe/IbCKOW TOMTHUKON OMOOAaHKOB OTHOCUTE/IEHO BO3MOXXHOCTU KOP-
PeKTHpOBaTh (0T3bIBAaTh) COT/IACKE JOHOPA Ha ydacThe B GUOMeqULIH-
CKUX MCCJIe[IOBAaHUSX Ha TuiaThopMe OMOOaHKOB.

K puckam, cBsizaHHBIM € OMOOaHKaMu, TPUHSITO OTHOCUTH KOM-
MepIanu3anuio oOMeHa [JaHHBIMHU, 3al[UTy WHTEPECOB YSI3BUMbIX
COLIMA/IbHBIX TPYIM W JIUL C OrPAaHUYEHHOW [1eeCrioCOOHOCThIO TIPH
MpOBe/IeHNH KCC/IeloBaHNi B OrobaHkax. B KauecTBe PHUCKOB Kiac-
CUPULIMPYETCS UCITO/Tb30BaHUe ITaHHBIX OMOOAHKOB CTPAaXOBBIMU KOM-
nadusMu. Eile ofHAM pruckoM 0M0OaHKOB HEKOTOPbIE MCCIIe/I0BATETH
CUMTAIOT YIpo3y HaIMOHAJBHOM 0e30MacHOCTH, B TOM C/lyuyae ecid
JlaHHbIe HaI[MOHATLHOTrO GaHKa WM Ja)ke KOHTPO/b Haj HAM MOTYT
0Ka3arhCs TPeAMeTOM KOMMepUeCKOoH /1esiTe/TbHOCTH U Tepexo/ia MpaB
K IpeZicTaBUTe/sIM Apyrux crpad [Exvkees, 2020: 316].

Coryiacve JOHOPOB Ha TpeJoCTaB/lIeHHe CBOMX OMO0Opa3sloB CTa-
HOBUTCSI 0COOEHHO 3HAYMMBIM 3/IEMEHTOM pab0Thl OMOOAHKOB B CUJTY
MHO)KeCTBEHHOCTH W MHOTOTPAaHHOCTH PUCKOB. BMecTe c Tem cyie-
CTBYIOT JIB€ MO/IEJH, OTIPE/IeNISIIolfe TPaHUIIbI TIPUMeHeHusT UH(Op-
MHUPOBAHHOTO Corjiacusi B O6uobaHKax, — OeHeduIMapHas MO/eb,
MoZipa3yMeBarolijasi yuacTve B MaJOpPHUCKOBAHHBIX OGHOMeIUIIMHCKUX
HCC/Ie/IOBaHUSIX B KauecTBe OOIeCTBEHHOTO ZI0Jira, U MOjeNlb TPHO-
puteTa WHGOPMHUPOBAHHOTO COT/IACUS HAJl [IEHHOCTBIO M CKOPOCTHIO
paboThl 6M0OAHKOB.
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BeHeduumnapHaa apryMmeHTauus yyactus B Maso-
WHBa3UBHbIX UCCIEA0BAHUAX

[MonoxuTenbHbIA 00pa3 O6uobaHKa, ero MpUB/IeKaTebHOCTb JJIsl [0~
HOPOB U B KOHEUHOM CUETe COIMaJbHOE JOBEpPUE K HayKe BayKHBI JIJIst
MOCTPOEHUSI BCel CHCTeMbl MCC/Ie[oBaHUl B OM0OaHKaxX Kak HOBOTO
Harpae/eHus. ITHUUeCcKast U COl[Ua/bHast IerUTUMU3aIiusg OM0OaHKOB
orpaeTcss Ha OeHeduiMapHYIO MOJe/b, 00BSCHSION[YI0 Heobxoau-
MOCTb TPUHUMATh y4yacTHe B OMOMEIMIIMHCKUX HCCIeOBAaHUSX, U
CTIpaBe/yIMBOCTh. MopasibHOe 00s13aTeNbCTBO Tiepes] 001[eCTBOM TIpH-
CylLje Ka)K/IOMY Ue/IOBEKY U SIBISIeTCSI MOTUBOM JI/Is YU4acCTHsI B UCCTIe-
JIOBaHUSIX, TIPUYMHOXKAIOIIMX HAayuyHOEe 3HaHWEe W TIPUHOCSIINX o0Iie-
cTBY Gsaro.

006s13aTeNIbCTBO KaXK/IOTO UjieHa OOIIeCcTBa ydacTBOBAaTh B HMCCIe-
JIOBaHUSIX OCHOBBIBAETCSI Ha CJIEIYIOIEM PacCy>KAEHUH: TOT, KTO CaM
TNo/b3yeTcst Gy1araMy MeTULMHBI, I0/DKEH pa3fesisTb U obiriee Opems,
BO3/1araeMoe Haykoi Ha oOijectBo. k. Xappuc ¢opmysnupyeT 3TOT
TIPUHIIMT KaK TPUHIMN cripaBeaymBocty [Harris, 2005]. Bropoii ap-
TYMEHT B T10JIb3y yYacCTUsl B MCC/IEJ0BAaHWM B KaueCTBe MOPAIbHOTO
00s13aTesIbCTBa — Pa3BUTHe TPUHLIMIIA OeHe(HULIMapHOCTH, TIOfpa3y-
MEBAIOII[ero BK/IaJ, B 00/ieryeHre CTpajlaHUi OT OoJsie3Hed U Tipefy-
npexaeHue 3aboseBaHuit: «Hamo mpu3HaTh HaaMule MOPaabHOTO
00s13aTe/IbCTBA /IS YYaCTUsSI B MEAUI[UHCKUX WCCIE[0BaHUAX B He-
KoTopbIX ciydasx. Crofa, KOHEUHO, BXOZST TIPOLIeAYPHI, CBSI3aHHBIE
C MUHUMAa/bHBIM BMELIaTeIbCTBOM U MHUHHUMAaJ/IbHBIM PUCKOM, Harpu-
Mep, BHECEHHE CBOMX JJAaHHBIX B OM00aHKHU...» [ibid.: 247].

[MpuHIMIEl 6eHePUIIMApHOCTH W CIIPaBeIMBOCTH (OPMHUPYIOT
0a30Byr0 KOHIIETITYa/IbHYIO T1aThOpMYy /TSI MaJIOMHBAa3UBHBIX HCCTIe-
JIOBaHHM, TaK KakK TMOC/IeHMe MMOopa3yMeBal0T HAUMEeHBIIUH (hH3nue-
CKHWH BpeJl yUaCTHUKAM MCC/IeJIOBAHUN U MX MAaKCUMAaJTbHYIO COL[HA/Ib-
HYI0 OT/Iauy. OTOT TIPUHLIUAT HEPEJKO UCTIOMb3yeTCst [7ist 000CHOBaHUsI
MOrPAaHUUHBIX C TOUKHM 3PEHHs] MOpaiyd, HO MaJIOMHBA3UBHBIX UCCIIE-
nmoBanuit [BoptonorT, 2008]. CornacHo M. KaHTy, TIpUHIMIT OKa3a-
HUSl TOJIEP>KKU ONVDKHEMY SIBJISIETCS HECOBEpIIIeHHbIM 00s13aTe lb-
CTBOM (He0OsI3aTe/IbHBIM), TO eCTh KeJlaTeIbHbIM [IJisl UCTIONHEHUS], 1
3TO TIOUEPKHBAET MO3UTHBHYI0 BCTPOEHHOCTh JAHHOTO MOPaIbHOTO
MIPUHIIMIIA He TOJIBKO B 3THKY, HO U B KY/IBTYPY B 1iesioM. Takum obpa-
30M, YHHBepCalbHbIA XapaKTep MOpaJbHOTO 00s3aTe/lbCTBa BHOCHUTH
BK/Ia/l B pa3BUTHe OWOMEIUIMHBLI uepe3 ydacTHe B HEeWHBA3WUBHBIX
MeUIMHCKWX UCCIIeIOBaHUSX (B TOM UHC/Ie MPeJoCTaBisATs OromMare-
puanbl B 0M00aHKH) — ycoBUe pedieKCUBHON caMouieHTU(DUKAL[UH
MopasibHOTO areHTa [Harris, 2005: 243].
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Hackonbko — 00s13aTe/ibHBIM — JIODKHO  OBbITh  Takoe — ydacTHe?
VHTepecHo, 4To AOODOBO/BHBIA M HEKPUTUUYHBIA XapaKTep BOBJIe-
YeHUsI B OTHOCUTE/ILHO JIETKHe WCCTIeZI0BaHUs, He HeCyllie MpsMOM
YTPO3bI /ISl )KU3HU UCTIBITYEMOTO, /10 OTIpe/ie/IeHHOM CTeTleHH paccMa-
TPUBAaETCsl, COIVIAaCHO OMpocaM CpeAu y4yeHbIX [cM.: Bapxoros, 2018],
KaK CaMOOUEBHU/IHBIN [IO/T, He TPeOyIOL[Ui Criel[HasbHOrO BHUMAaHUSI.
IToCKO/IBKY MCC/Ie/IOBaTeNy JIeHCTBYIOT TI0 YMOTYaHHIO B MHTEpecax
o01iecTBa, To ¥ JoHOpPaM 0MODOAHKOB Cjie[lyeT pacCMaTpuBaTh CBOE
yuacTve 6e3 pUCTaTbHOTO BHUMAHHUSI.

HecmoTpsi Ha TO, UTO MeUIMHA BTOPOM MO/I0OBUHBI XX BeKa B 1ie-
7oM OblTa HampaB/jieHa Ha 3allfUTy MHTEpPecOB MalldeHTa, WHTepIipe-
Talysl TPUHIMIA HAWTYYIINX WHTEPEeCOB OCTAeTCsl OCHOBHOW TIiaT-
(hopMoii, Ha KOTOpOM B HaCToOslIiee BPeMsI CTPOMTCA 00O0CHOBaHHE
B3aMMOZENCTBUS MeJUIMHBI W TauyedTa. [IpuHumn XenbCHHCKOM
JeK/apanyu o npeobsialaHK UHTePeCoB TarjieHTa Hajl UHTepecamMu
00I1IeCTBEHHBIMI M MHTEpecamMM HayuHoro coobijectBa [Declaration
of Helsinki, 2013: 2191] uHor/ja UHTEPNIPETUPYETCS Yepe3 MPUHLUIT
CO/MMJAPHOCTH, T/le WHTepPeChl OJJHOTO WHIWBU/A He MOTYT ObITb MpO-
THBOTIOCTAB/IeHbI UHTEpecaM JPYroro WHAWUBHU/A C MOPA/TbHOM TOUKH
3penusi. OOIIeCTBO U IMYHOCTb HE MOTYT OBITh B3aMMOMCK/TFOUAFOIIIU-
MM, TIOCKOJIBKY 00I1[eCTBO — JTUIIIL 0011]ee NMsI MHOYKeCTBa JIMYHOCTeH.

TakuM 00pa3oM, TIOHUMaHHe COOCTBEHHBIX WHTEPECOB CBSI3aHO
C caMoco3HaHWeM cebsi KaK MOpa/JbHOTO areHTa, KOTOPBIN J0/DKeH
MPYHUMAaTh BO BHUMaHWe WHTePeCHI TipaBa PaBHBIX ceOe MOpabHbBIX
areHTOB, eC/IM UCXOJUTh U3 TOM TUIOTEe3bl, YTO BCE JIFOJU UMEIOT PaB-
HbIe TpaBa U OTKJIOHEHWe OT (PyH/aMeHTajbHOrO MPHHIIMIA PaBeH-
cTBa TpebyeT ocobbix ocHOoBaHu# [Harris, 2005: 244]. MUHMMaIbHbIN
WM He3HAUUTe/IbHBIA PUCK ydyacTusi B paboTe OrobaHKa B KayecTBe
JoHOpa OuMomareprasoB OCHOBAaH Ha TOM, UTO WCC/Ie[0BaTe/lb UMeeT
OJlarve HaMepeHust M oHOp OHoOaHKa (DaKTUUEeCKH He JJO/DKEH CaMo-
CTOSATE/TLHO aHaIM3UPOBATh MH(OPMALMIO OTHOCHUTETBHO BO3MOMKHBIX
PHICKOB MCCJIe/IOBaHNH B OM00OaHKe M CTPOUT CBOW OTHOIIEHUS C HC-
CiefjoBaTesieM Ha OCHOBAHUM JIOBEPHSL.

UcTtopus nHpopMMUpPOBaHHOIO cornacus

Haubosnbinei npobseMoit st 6M00aHKOB SIB/ISIETCSI HE CTOJIKO CO-
I71acue ZJOHOPOB Ha yJacTve B paboTe, CKOIBKO MX MH(OPMUPOBaHHe.
Ecmu obpaTuThCsi K WUCTOPUM BO3HUKHOBEHHsI WH()OPMHUPOBAHHOTO
cornacusi, To obpaijaer Ha cebss BHUMaHUe TOT (DaKT, UTO W3HAuUa/Ib-
HO OHO OTTA/IKUBAJIOCh OT OeHe(hUIMapHON MOJe/H, KOTOPYIO TIpe[-
CTaBJIST MAL[UEHTY Bpau, B TO BPeMs KaK TAlMeHT JIUIIb COMVIAIaICs
Ha Tpe/|jlaraeMblii ClieHapyi WK 0TKa3bIBa/ICs OT Hero. OrpaHuueHue
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OeHeduIIMapHON MOJIE/N 3a CUET YBaXKeHUsI TPUHIIMIIA aBTOHOMUN U
riepexo/; Ha *HGOPMUPOBAHHOE COTJIaCHe MPOMCXOANIN Ha GoHe Tepe-
OCMBIC/IEHHST MOZIe/Td KOMMYHHUKAIUU 1 0OMeHa nH(opMarpeii Mexxay
BpauoM U IMalieHTOM.

B 1914 roxy B pamkax fena «Illnengopd nporus OO1ecTBa HbIO-
HopKckux OombHUI cyabs b. Kapio3o JaeT craBiiee BIOC/IEICTBUM
KJ/lacCMueCKUM OTipe/iesieHre CoryiacUs MaljieHTa Ha orepauuio: «Bces-
KW uesioBeK, Oyayur COBepILeHHOJeTHUM M [1eeCrioCOOHBIM, MMeeT
MPaBo pelliaTh, YTO MPOU30U/IET C ero COOCTBEeHHBIM TeJsioM. VI XUpypr,
OCYIIeCTB/ISIFOLMI OTepaluio 0e3 coracusi MalyeHTa, COBEpIIaeT
aKT HaCWIWs, 32 KOTOPbIM OH HeCeT OTBETCTBEHHOCTh 3a MPUUMHEeHUe
Bpenia» [Faden, 1986: 123]. Cornacue UM Hecoraacue MpU 3TOM Bbl-
CTYMalOT MOTPaHUYHBIM KOHLIENITOM W OrpPaHWueHbl C TOYKH 3peHus
TOPU30HTa TTIOHMMaHUs TIallUeHTOM, KOTOPBIN BCe ellle MOHOCThI0 Ha-
XOJUTCS B pyKax Bpaya.

Ha npakTyrke 0TKa3 B paMKax 0/1ara OT /IeMCTBUS, 33/JaHHOTO BPauoM,
peanu3yercsi B IOPUIMYECKUX Keiicax, pelleHHs M0 KOTOPBIM TIPOU3-
BOAWIKCH B Cy[jlax aMepUKaHCKOM ropucaukuuu B 1950-1970-x rogax.
OpHo U3 0CHOBHBIX TIP00/IeM Torja Obljia UaeHTU(UKALMSA AeHCTBUH
Bpaya (KOTOpBIA, TI0 MHEHUIO TalMeHTa, HeJOoCTaTOYHO TOYHO pac-
KpbIBaJl eMy CMBICJ M PUCKH MEULIMHCKOU TIPOLielyphl): CUMTATh JIU
JeCTBUS Bpaua HaCW/IMEM T10 OTHOLIEHUIO K Temy narueHTa (battery
case), HeOpeXKHOCTBIO (negligence) WK MPU3HATL COCYITIECTBOBAHUE
[IByX BePHBIX Ipe/ICTaB/IeHN — [10CTOBepHOI UH(opMaluu, uayiiei
OT Bpaua, ¥ COOCTBEHHOW MHTepPIIPeTaLH.

TepmuH «1H()OPMUPOBaHHOE COracye» BO3HUK B 1957 roiy B pam-
Kax ncka M. Canbro Kk CT3H(OpPACKOMY YHUBEPCUTETY B CBSI3U C TEM,
yto Casnbro Kak naryeHT He ObUT MpeyTpex/ieH JO/KHBIM 00pa3oM
0 pUCKax TpaHC/IHOMObaIbHOM aopTorpaduu?. B pesy/brare HeygauHo-
rO TIPOBeJIeHrsT MeJULIMHCKOM TIPOLIeAypPhI MaLMeHT 0Ka3asics Tapasu-
30BaH. CornacHo cyieOHOMY pelrieHHr0, Bpad Obll 00s13aH PaCKphITh
«mobble (akTbl, HeoOXoAUMBIE it (POPMUPOBAHUS 0O0CHOBAHHOTO
VHTEJIJIeKTYaIbHOTO COTVIaCHsi CO CTOPOHBI TMaljieéHTa B OTHOIIIEHUH
TIpe/IoKeHHoro eueHus» [ibid.: 125]. Cyn obpatun ocoboe BHHMMa-
HHMe He Ha TOT (aKT, YTo cornacue OBLIO /aHO, a HA TO, YTO COIVIa-
CHie JIO/DKHO ObUIO OBITH ZIJAHO HAa OCHOBAaHWH PAaCKPBLITHS WHGOpMa-
L[UM: TIOC/IeICTBUIA BMeIlaTebCTBa, BO3MO)KHOTO BPeZia WK TIOMb3bI
OT Hero, PUCKOB, a TAK)KEe a/IbTEPHATHB, KOTOPbIe MOT/I Obl 3aMeHUTh
npezJiaraemMyto rporenypy. Onvpasick Ha TipefibIayliye cyneOHbIe pe-
IIeHYs], Cy/] TIPHUHST BO BHUMaHUe /[Ba Ba)KHBIX acITeKTa MeIUIL[UHCKON

2 PeHTreHo/I0rM4ecKoe nccjeoBaHre aOpTeI U ee BeTBel Tocsie BBe/IeHHs B IIPOCBET
dOPThI KOHTPACTHOT'O BelljeCTBa.
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MPAaKTUKU — HeOOXOAMMOCTh COT/IACHsI CO CTOPOHKI MArMeHTa Ha Mpo-
BeZleHWe TPOLelypbl M PacIIMPeHHYI0 WHTepIpeTaljii0 aBTOHOMUH
KakK TpaBa Ha TOJy4YeHWe [JOCTOBEPHOM pa3BepHyTON HH(OpMaLyu.
Tonbko Ha TakOM OCHOBaHMM JaHHOe COrJlache MOXXHO CUMTaTh WH-
(opmupoBaHHbIM. [Ipy 3TOM 7iBe BepPCHH, OOBSICHSIIOIIE MeJULIUH-
CKOe BMeIIaTe/IbCTBO, — HEaBTOPU30BaHHOE JieueHWe W HeOpex-
HOCTh — (DaKTUUECKH TIO/yUW/IM PaBHBbIE WHTEPIPETAlMM B PaMKax
PacCMOTPEHUsI OMMCAHHOTO C/Tyuasi, YTO ObIIO CBSI3aHO TPEX/e BCero
C 0CO3HAHWEM CJIO’)KHOCTH TOTO, KAKOW PUCK C/iefiyeT aKLieHTUPOBaTh U
ZIOBOJIUTD [I0 CBeJIeHUs TIalleHTa, YToObl OH TIPUHST HHPOPMUPOBAH-
Hoe pemtenue [ibid.: 129]. «YcmoTpenue Bpaua» [ibid.] 6wi10 ompe-
JIeJIEHO KaK YCTaHaB/MBAaeMbIi BpauoM OasiaHC BbIOOpa MHGOPMAaIUH,
MMeIOLLel MPerMyILecTBO /sl PacKpbITHS ee MalLueHTy. Tem He Me-
Hee pobsieMa pa3/MueHusi HeaBTOPHM30BAHHOTO BMeLlaTe/IbCTBa U He-
Ope’KHOCTH B JAHHOM Kelice 0OKa3anach HeZJOCTaTOYHO OTIpe/ieIeHHOM.

Konuenusi HeocTopoxxHOCTH (negligence) crasa ajbTepHaTUBHOU
IOpUINYeCKOW WHTeprpeTalyeil HeJ[0CTaTOYHOTO WH(OPMUPOBaHUS
naifedTa B ketice «Harancon npotuB KraitHa» (1960). TlaimenTka
Tofiajia MCK TIPOTUB CBOETO Jieyalliero Bpaya B CBSI3W C TeM, YTO Bpad,
Oepsi y Hee UH(OPMUPOBAHHOE COTIacHe Ha MPOBeJeHHe JIeueHUs pa-
[TMOAaKTUBHLIM K0Oa/nbTOM, He MH(GOPMUPOBAI ee J0/KHBIM 00pa3oMm.
[TarMeHTKa TIO/Tyunia pa[MOAKTUBHbIE 0XKOTH 1 OOBUHUIIA Jieyall|ero
Bpaua B TOM, UTO OH He MpeAyTpeius ee 0 PUCKAX, CBA3aHHBIX C HO-
BBIM METO/IOM JIeUeHUsI, JIWIIINB TeM CaMbIM BO3MO)KHOCTH OTKAa3aTh-
Cs1 OT MeJULIMHCKOM mpolenypbl. B paMKkax 3Toro jena ObUl cZiesaH
BBIBO/I: COIJIacHe TiallMeHTa He 3allUlliaeT Bpaua OT 0OBMHEHUS B He-
0oCTOpPOXKHOCTH [ibid.: 131]. BMecTe ¢ TeM Ha MalMEHTKY JIELJI0 OpeMst
[loKa3aTe/ibCTBa TOTO, UTO e/l Obl OHA 3Hajla O BO3MOKHOM BpeJie, TO
0TKa3anachk ObI OT MEJUIIMHCKOM TIPOTIe/yPhI.

Teopusi HEOCTOPOKHOCTU CTasa OAHOW U3 BEPCUM TeOpUU Heas-
TOPU30BaHHOTO BMeILaTe/bCTBA B TelO MainueHTa. Ha mpoTsbkeHUH
1970-x rogoB zesia 06 MHOOPMUPOBAHHOM COTJIACUU PAaCCMaTPUBAJTUCh
B paMKax /IByX TIO/IX0ZIOB — KaK HeaBTOPH30BaHHOe oOpalieHue C Te-
sioM maririeHTa (battery case) ¥ Kak HeTo/HOe WH(OPMUPOBaHe Tialiu-
eHra (negligence case), 1 3a 3TH [elCTBUsI Bpay HEC OTBETCTBEHHOCTb.
Mexzy TeM WHTepripeTaLusi MHGOPMHUPOBAHHOIO COT/IACHSI C TOYKH
3peHUsI KOHIIEMIUKM HeOCTOPOXKHOCTH TI03BO/IM/Ia OoJiee TOUHO TIOHMU-
MaTb I'PaHULbl JOKHOTO PaCKpBITHSI MHPOPMaLUK.

Keiic «Kentepbepu npotue CrieHca» (1972) mo3Bonun chopmynu-
poBaTh OTKa3 OT «IpodeCcCHOHAIBHOTO CTaHAApTa», COTJIACHO KOTO-
pOMy Bpad OripejiesisieT, UTO HY>KHO 3HAaTh TMal[ieHTy U UTO eMy 3HaTh
He Tpebyetcs. /[x.Y. Kentepbepu obpaTtuics K Bpauy ¢ ripobiemMam,
CBsI3aHHBIMH C TTI03BOHOYHMKOM, U B paMKax JiedeHus: eMy Obiia cziena-
Ha JlaMUHEeKTOMUsI — XUpypruueckasi mpotieaypa o yJajaeHuto 4acTu
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MO3BOHOYHOM KOCTW. Ilo mpaBwiam, Bpau mpeAymnpeius MarjyieHTa
0 BO3MOXKHBIX DHCKaX, OJHAaKO ymom4an 00 OJHOIpPOLeHTHOW Bepo-
STHOCTH Napanuya. M Tak ciyuunoch, 4YTO 3TOT PUCK pean30Bascs
(mauueHT ynan ¢ KpoBaTW, U ero napaad30Bajo), UTO U CTalo IpH-
YMHOUW Npe[bsiB/eHNs MCKa K Bpauy 3a HeJo/DKHOe UH(POpPMUPOBaHue
0 pUCKax MeAWLMHCKOMN mnpouenypsl. Cyg mpullien K BbIBOAY O TOM,
YTO MOTPeOHOCTH MareHTa B MHGOpPMaIuy, a He BpaueOHast MPAKTH-
Ka /I0/DKHBI ()OPMUPOBaTh OCHOBaHWE K aZieKBaTHOMY CTaHAApPTHOMY
packpbiTvio “HGopMarmu [ibid.: 133-138]. MHbiMM croBamu, oripe-
[leJleHre PUCKOB U T10J1b3bl, KaCaloLUXCs MalleHTa, HeJlb3sl U3MepsiTh
C TIOMOLIIBIO TTPOdeCCHOHAMbHOTO BpauyeOHOr0 CTaH/iapTa, Korja Bpau
oripefiesisieT, KaKyt0 UMeHHO MH(OpMaLMIO CefyeT MpejoCTaBUTh I1a-
LIIeHTY, TIOCKOJIbKY MOZI00HBIe IeHCTBYS He BXOJST B 3a/ja4y Bpava.

Brimeo3sHaueHHoe cyzeOHOe pellleHMe W3MEHWIIO TpefiCTaB/ieHue
00 ucKMounTeNbHOCTH OeHedUIMapHOM HMHTEHLIMU Bpauya U Ipefo-
CTaBU/I0 BO3MOXXHOCTb NalLMeHTy OIpefesisiTb TPaeKTOPHIO [lefCTBUS
camocTosiTenbHO. Ecii 06paTUThCS K COBpeMeHHBIM KelicaM, TO OHU
aKTHBHO TIPOZIO/DKAIOT JIEKOHCTPYHUPOBaTh «OeHedHLIMapHOe» s[pOo
MeJULIMHBI 3a CUeT CyObeKTMBHOMW TIO3ULIMU MAl[UeHTOB B OTHOILIEHUH
OLIeHKH TOTO, KaKOW U3 BePOSTHBIX PUCKOB O0jIee 3HaunM.

ITepexops K KOHLeNMU HHGOPMHUPOBAHHOIO COIVIACHSI TPOUCXOUI
yepe3 ocMbIc/eHHe 6siara, KOTOpOe MpeZCTaB/Isil Bpau, U 1paBa MaLu-
eHTa Ha 3HaHue. Ec/iu mepBoHauanbHO HeO0CTaTOuyHOe WH(OPMUPO-
BaHMe pacCMaTpPUBA/IOCh KakK (DakT HeCcaHKIMOHMPOBAHHOTO MPHKOC-
HOBeHUsl, a 3aTeM — Kak ()akT HeKaueCTBEHHOTO MH(GOPMHPOBaHUS,
TO HEKOTOPBIM (PHHAIOM 3BOJTFOLIMM 3TOTO TIPe/CTaB/IeHUsS CTAaHOBUTCS
uflest IByX UCTUH — WCTHHBI Bpaua, MpeJoCTaB/stollero nHpopMa-
LIMI0, W TalMeHTa, KOTOpblH 3Ty UH(OpMAaLIMI0 UHTepIPeTUPYeT, [Ip1
YCIIOBHH €T0 [ieeCrioCOOHOCTH, TO eCTh HOPMabHOTO (U3UYeCKOTo 1
YMCTBEHHOTO COCTOSIHUSI.

Oco3HaHMe Ba)XHOCTW WH(OPMalMy O TIpejrionaraeMbix Bpaueb-
HBIX JIeWCTBUSIX BIIOCTEJCTBUM CTaHOBUTCS CTaHAapTOM HH(GOPMU-
POBAHHOIO COIVIacKs He TO/bKO KakK (hOpMbl B3aUMOZeMCTBUS Bpaua U
nalyeHTa, HO M Kak criocoba peanu3aiyy Haubosee pacrpocTpaHeH-
HOW TIOMyAMCKPETHOW MO/IeNTM KOMMYHMKAI[UH, COBMENAoIel B cebe
naTepHav3M Y MPUHLMN yBaykeHUst aBToHoMuM [Cohen, 2019]. B co-
BpeMeHHON MeJULMHCKOW TIPaKTHKe WHQOPMUPOBAHHOE COriacue —
He MeHee 3HaYMMblil HCTOUHUK JIETUTUMHOCTH, YeM Takue (pyHJaMeH-
Ta/IbHbIE 1IeHHOCTHBbIE YCTAaHOBKM Bpaya, Kak 3aljuTa >KU3HU U 370-
pOBbs NanyeHTa. [Ipu3HaHWe TIpUoOpUTeTa aBTOHOMUY, HaJle/leHHe ee
CTaTyCOM MCTOYHMKA Os1ara B TOPU30HTE JKM3HHU OTZe/IbHOTO UesioBeKa
(bakTHuecku He TI03BOJIsIET aOCOMOTU3MPOBaTh (pr3nueckoe O1aro u
KOHLIEILMIO PelyKLMY T0060ro 61oornyeckoro mnporecca K ¢usuue-
ckoMy. OTkas3 ot 6/1ara, MToHMMaeMbIi Kak Habop MeAULIMHCKUX (haKTOB
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Y peKOMeH/IAlii, U obpailjeHre K 0CO3HAHHOMY TPe/ICTaB/IeHHIO T1a-
[[MeHTa TIOPOXKAAIOT AeMCTBUs, KOTOPble WHOTAA MOTYT BHITJISJETh
npotuBopeunBo [Asscher, 2020] (kak, HarrpuMep, B HEKOTOPBIX CITy-
yasix 0TKa3 OT MeAULIMHCKOM MOMOLLH), XOTsl OHU CTPOSITCSI HA 0CO3Ha-
HUM Mal[UEHTOM CBOET0 COOCTBEHHOTO MHTEJIIEKTa U SMOLIMOHAIBHOTO
OTbITa, HA OCHOBAaHUU KOTOPOTO OH U (popMUPyeT UHPOPMUPOBAHHOE
9K3UCTEHIMaIbHOe CMBIC/IOTIOIaraHke caMoro ce0si, BbIpakarolieecst
b0 B COI/IaCUY Ha MEIUIMHCKYFO MOMOIIIb, TM00 B OTKa3e OT Hee.

paHMUbI peannsauum NpUHLUNA aBTOHOMUMU
U Nnpob6aemMa poACTBEHHbIX CBA3EN

Konneniust ”HGOPMUPOBAHHOIO COIVIACHS, B KOTOPOM YUYMTbIBaIOTCS
He CTOJIbKO apryMeHTbl, IIpe/IbsiB/IeHHbIe BPAaUOM C TOUKH 3peHus1 Or1ara,
CKOJIbKO Tpe/ICTaB/IeHusI CyObeKTa, KOTopble He 00s13aTe/IbHO [J0JIKHBI
KOppe/MpoBarh ¢ 671aroM, ycTaHOBH/Ia aBTOHOMUIO, KOTOpasi, IO CyTH,
CTajia MPOTUBOCTOSATh OeHeduIapHOW MOze/. JTa MOZesb TPWKU-
JIach TIOJIHOCTBIO He Be3jle U MMeeT CBOU orpaHuueHus. Hanpumep, ya-
CTO UHPOPMHUPOBAHKE HOCHUT TIOBEPXHOCTHBIN XapakTep, 6e3 [0/DKHON
KOMMYHUKALIUM MeX/[y BpadoM M TIaL{ieHTOM U TI0JpOOHOTO pa3bsicHe-
HUSI BCeX 00CTOSITe/IbCTB M PUCKOB MEAULIMHCKOM Tporieypel. VIHora
MH(pOPMUPOBAHHOE COTVIACHE COZEPKUT MyHKTh! a/IMUHUCTPAaTUBHOTO
XapakTepa, KOTOpble B TaKOr'O pOfia JOKyMEHTe He BIIOJHE YMECTHBI.
Mexxay TeM akLeHT Ha CyObeKTa, MPUHUMAIOIIEro pellleHre Ha CBOe
yCMOTpeHHUe, Ha CyObeKTHOCTb TIPHoOpen YHUBepCaIbHBIN XapakKTep.

BrobaHKM CTanm MHCTUTYTaMH, KOTOPbIe CUCTeMHO TIpobieMaT3u-
PYIOT C/IOXKHUBLIIEeCst MUPOBO33PeHHe 0 PO/ CyObeKTHOCTH, TIOCKOJIBKY
onu (6uobaHkM) TpeOytoT MH(MOPMUPOBAHHOE COT/IaCHe OT UHAWBHULY-
aJIbHOTO JI0OHOPA, OJHAKO B3aUMOCBSI31 IOC/Ie/JHEr0 C UleHaMU CeMbU
CTaBST OTIpe/ie/ieHHbIe OrpaHUuUeHUsI Ha BO3MOXKHOCTD TIPeA0CTaBUTh
nozo6Hoe coracue. B oTMuMe OT KiaccHueckoro MHGOPMUPOBaH-
HOTO COT/IaCHsi, T7ie BCe TIPeACTaB/IeHNs U SMOLIWH, 3a/1eliCTBOBaHHbBIE
B TIPUHSITHM PelleHNs], TIOJIHOCTBIO TIPUHAJJIeXaT CyOBeKTy, THPOpMU-
pOBaHHOe coryacKe /st 6M06aHKOB 3aTparuBaeT MHTEPeChl He OJHOr0
yesI0BeKa, a MHOTHX U/IEHOB ero CeMbH, O/IV)KHUX POJCTBEHHHKOB, U
TI03TOMY OHO (haKTHUECKHU SIB/ISETCS MY/IbTUCYObEKTHBIM.

BriepBble yka3zaHHast mpobsiema ctana obcyxzaarbes B 2000 rony,
1ocje TOro Kak YHMBepPCUTeT Cojpy)kKecTBa BupzkuHuy Havan pe-
KPYTHPOBaTh YUaCTHUKOB /sl TIPOBeJIeHHs UCCe/loBaHUsl OJIM3HEL0B
[Botkin, 2001]. Orerty ofHOM W3 y4aCTHHUL] OOHAPY>KWJI B TIOUTE aHKETY,
TIPUC/IAHHYIO /1711 IPOXOXK/|eHHsT TIpoLielypel oTOopa. B aHkeTe Tpe6o-
BaJIOCh COOOIIUTD JJaHHBIE O 3J0POBbEe POJUTEIeH U [PYTHX U/IeHOB Ce-
MbH. [ToMHMO npouero, oHa coziepykasia BOIIPOChI O MO/BEPXKEHHOCTH
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OTLIa CeMelCTBa JIerpeccuyd M O0COOEHHOCTSIX CTPOeHUsI TeHWUTaJTHi.
Orery feBymiku obpatuscs B oduc HalnoHamsHOTO MHCTUTYTA 370-
POBbSI 10 3al[UTE OT PUCKOB, CBSI3aHHBIX C MPOBEEHUEM HMCCIe0Ba-
Huii (Office for Protection from Research Risks, OPRR), c mperen-
3uel, COIIaCHO KOTOPOM MCCIef0BaTe/ M JIO/KHBI ObUTH 3arpOCUTh
MH(POPMUPOBAHHOE COT/IACHE He TOJBKO Y ero J04epH, BLICTYTIArOIeH
B KaueCTBe UCTIBITYeMOU, HO TaKKe y UeHOB ee CeMbHU, ITOCKOBKY
OHU cOOWpany MpUBaTHYI0 WHQpOpManuioo. B 3ToM Kelice peub LuIa
0 3all[UTe TIPUBAaTHOCTU CE€MbH, a PUCKH, CBS3aHHbIE C PACKPLITHEM
TPUBAaTHOCTU, PaCCMaTPUBAIMCh KaK MUHUMa/bHBIe [ibid.: 210-211]
B COOTBETCTBUM C GeHeUIIMaPHON MOJIE/TbIO YUACTHS B UCC/Ie/I0BAHM-
sx. TemM He MeHee Tipo0sieMa CeMeMHBIX CBsi3ell U TPaHUI] YBa)KeHHs
TepPCOHA/ILHOW aBTOHOMUH, B TOM UHC/Ie U IMOI[MOHABHON peaki[uu
Ka)k/[0TO BOBJ/IEUEHHOTO PO/ICTBEHHHKA, Oblsla 0003HaueHa 1 CTasa elnle
3amMeTHee C Pa3BUTHEM UHCTUTyTa 61M0OaHKOB.

KauecTBeHHOe ucciefioBaHrEe Cpeiy JOHOPOB OHMOOAHKOB, MpoBe-
neHHoe B JlatBuu (2019), moka3bIBaeT, KaK JIFO/JH, CZaBIIKe CBOU OHO-
Marepuanbl B 6uobaHK, JaBasu nHGOPMUPOBaHHOE coriacHe. U3 pe-
3y/IbTAaTOB UHTEPBBIO C JIOHOpamMH ['eHeTHUeCKOHM Oa3bl JaHHLIX Hace-
nenusi JlaTBUU crefyet, 4to pelieHre 00 yyacTUW TIPUHUMAETCs T10-
TeHIIMabHBIMU JJOHOPAMU B paMKaX TPeX CTpaTervii: 6e3 Kakux-abo
KOHCY/bTal[|il C pOACTBeHHUKaMU (MHAWBHYyanbHOe pellieHue); dop-
MajbHOe WH(GOPMHUPOBAHWE POZCTBEHHUKOB O peIleHWH TpeioCTa-
BUTH CBOU GM000Opas3iibl B 600aHK; COBMECTHOE TPUHSTHE PeIeHust
C pO/ICTBEHHMKaMU mocsie obcyxaenus [Mezinska, 2020: 5]. CterneHb
IMOIMOHAILHOM CBSI3aHHOCTH POJICTBEHHUKOB KOppevMpoBajia C ro-
TOBHOCTBIO 00CY)K/IaTh peIlleHHe O TPeJOCTaB/IeHUH CBOUX JaHHBIX
B OM0bOaHK: ueM cubHee CBsI3b — TeM 00Jblliasi TOTOBHOCTh 00CYX-
JlaTh W, HAMpOTHB, €C/M OTHOIIEHUS JUCTAHI[MPOBaHHbIE — 0OCYX-
JeHust MO0 He TIPOUCXOAUT, TMO0 OHO HOCHUT (hOPMasbHBINA XapakKTep.

WHbopMupoBaHre OMWKAWUIIMX POACTBEHHUKOB O pe3y/bTarax
WCCIIeJOBAaHUM MO>KHO OTHECTH K KaTerOPWH PHCKOB, OHO TaKXKe Ipo-
WCXO[W/I0 B 3aBUCUMOCTH OT CTeNeHW 3MOI[MOHAbHOW CBsS3aHHO-
CTU — OT 3a00ThI U ONIYIEHUsT MOPAJBHOTO [10/ITa TOJe/NUTbCS WH-
dopmalyelt 0 HaIMUUKM WK OTCYTCTBUU TeHeTHUeCKUX 3a00sieBaHUMN
¢ OmpKalIMMU POJCTBEHHUKAMH /10 OTKPOBEHHOTO HEXKeJIaHWsl 3TO-
O /lesiaTh U3 OTACeHus 3a UX peakLyio, MO0 M3-3a CyllecTBYoLIei
MEXy HUMU JTUCTAHIMH, TMOO CTpaxXa acCOIMMPOBATLCS C POAHBIMHY,
MMEIOIIMMU TeHeTHYeCKu Hacsienyemble 3abomeBanus [ibid.: 9-10].
HVccnenoBateny Takke OTMEUYArOT B MHTEPBBIO, UTO CJIEICTBUEM TIpe-
JIOCTaB/IEHUS] POJHBIM MH(MOPMAI[UM O TeHETUUYECKUX JTAHHBIX MOXKET
CTaTh PacKpbITHE CEMEHHBbIX TaliH — WCTHHHBIX POZACTBEHHBIX OTHO-
IIIeHUH, Ha/TMuus 1eTel, pOXK/IeHHbIX BHe Opaka, U Tp.
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IMoka, K co’KasieHnI0, I0CTAaTOUHO CJIOYKHO TIOHSTh, KaK OTpe/le/TNTh
CTerieHb IMOL[MOHANBHON CBS3aHHOCTH POZICTBEHHUKOB U yUecTb ee
B MH(OpMUpOBaHHOM coriacud. Ho momobHOro poza faHHBIE AAr0T
JIOTIOJTHUTE/TbHBIN apryMeHT B IM0/1b3y O0j1ee MpUCTaabHOTO BHUMAHMS
Ha KPUTHUKY WHIWBHU/Ya/JIbHOTO PacCIIMPeHHOTO WH()OPMUPOBAHHOTO
cornacusi Kak 06e3yc/oBHOTO COIJIacHst Ha obparieHue ¢ OruomaTepua-
JaMu loHopa. MiHbopMUpoBaHHOe corviacye /st 0M0OaHKOB B KOHTEK-
CTe SMOLIMOHATBLHBIX M OMOJIOTMUeCKUX CBsi3el PO/ICTBEHHUKOB MOYKHO
paccMaTpuBaTh Kak MYJIBTHCOT/IacHe, KOTOPOe CO BpeMeHeM TpeldyeT
pellakTUPOBaHUs (Harpumep, B pe3y/braTe W3MeHEeHHs MOI[MOHAb-
HBIX OTHOIIIEHWW MeXXIy POJCTBeHHWKaMu). [Iyig 3TUX Liesield Takue
MoJeidi MHPOPMUPOBAHHOTO CoOTiacusi, Kak MeTacornacve [Ploug,
2019], moryT 6bITb 0COOEHHO TI0/1e3HBI. MeTacoracue 1aeT BO3MOXK-
HOCTb MOTEHIMaIbHLIM JJ0HOPaM pa3/inyaTh OTBETCTBEHHOCTH 3a ceOst
Y OTBETCTBEHHOCTh 3@ OJIM3KUX POJICTBEHHUKOB U MPU HEOOXOJUMO-
CTU TIepecMaTpHUBaTh JJaHHOe paHee coriacue. [pyrve hopmbl uHpOP-
MHPOBaHHOT'O COT/IaCHUsi TaKyKe MOT'YT KOMIIEHCHPOBaTh TIOABWKHOCTb
Y U3MEHUMBOCTh MHEHHH BHYTPH COOOIIeCTBA CBSI3aHHBIX ZIPYT C JIpY-
roM OMOJIOTHUECKH U IMOLIMOHATbHO-1[EHHOCTHO JTFO/IEH.

L

CrangapT npobieMbl OTBETCTBEHHOCTH 3a PUCKU B MevIHe chop-
MHPOBAJICSI B PAMKax aBTOHOMHOTO pellleHHs — WH(GOPMHUPOBAaHHOTO
coriacusi. BUobGaHKH, CKOHIIEHTPUPOBaHHbIE HA T€HETUUECKUX HCCTIe-
JIOBaHUSIX, CTAJIKMBAIOTCSI HE CTOJIBKO C TEXHUYECKOM, CKOBKO C KOH-
L[eTITyaJlbHOW CJIOXKHOCTBIO BCTPAaWBaHUS 3TOU Mojemu WHGHOPMUPO-
BaHHOTO COTVIacHsl B CBOIO paboTy. I[ToMHMO TeXHHUUECKHUX OrpaHuue-
HUM, CBSI3aHHBIX C TPYJHOCTHIO MH(GOPMUPOBATh JOHOpPA BCAKUM pas,
Korzia ero obpasel] UCMOo/b3yeTCsl B KaKOM-JIMO0 UCC/Ie0BaHUM, TTPO-
BOJMMOM B OMOOaHKe, BO3HMKAeT M KOHI|eNTyasbHas mpobiema ce-
TeBOW CTPYKTYPhI COT/IACHS HA TIpeJi0CTaB/ieHre OroMaTepyuanoB Jjis
0100aHKOB, B KOTOPYIO BOBJeUeHbl Omikaiilive poCTBEeHHUKHU 0-
Hopa. Bo MHOrom 3Ta rpobsemMa MpoucTeKaeT U3 XapakTepa SMOLMO-
Ha/IbHBIX OTHOILEHUN MeXXy POJCTBEHHHUKAMH — 4eM OJIvKe CBSI3H,
TeM Ooslee CH/TBHOE B/TUSIHHE OHHM OKAa3bIBAIOT Ha TIPUHSTHE JOHOPOM
pellieHrs, KOTOpOe 3aTparvBaeT W UX. Kak TMOKa3bIBAKOT MCC/e0Ba-
HUsI, HECMOTPsI Ha TPAJUI[MOHHOE UCII0/Ib30BaHUe B OrobaHKax mMoje-
JI VUHZWBU/YaIbHOTO MH(OPMHUPOBAHHOTO COT/IACHsI, MHOTHE JIOHOPBI
OCO3HAIOT PUCKH TPeJ0CTaBIeHHs CBOMX 0M000pasijoB B OM0OaHKYU U
MOHUMAIOT, UTO 3TH PUCKM KACalOTCsS He TOMbKO UX CaMUX, HO U UX
pozaHbix. Hepenko Oyayinye JOHOPBI COBETYIOTCS C POZICTBEHHHMKA-
MU ¥ OIM3KUMH, TIPEXKJe UeM TMpejoCTaBUTh CBOM O1Moo6pasibl s
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HAyYHBIX MCC/IeloBaHUK B OMOOaHKM, M TIPUHUMAIOT pellieHre B pe-
3y/ibTaTe KOJUIeKTHBHOIO 06CYy»K/eHusl.

YunTeiBasi BaKHOCTb U TIEPCIIEKTUBHOCTb WCC/e[0BaHUM B OHO-
0aHKax, MOXKHO cJiesiaTh 000CHOBaHHOE TIPETO/IOKEHHe, UTO TeXHH-
YyecKre CJIOKHOCTH ohopMIeHHUss WH(OPMUPOBAHHOTO COTVIACHs /ISt
Ka)XX/IOTO UCCef0BaHMsl U BBefleHHe ()OPMbI pacIIMpeHHOro MHGOp-
MHMPOBAHHOTO coryiacusi 6e3 BO3MOKHOCTH YTOUHEHHs], B KAKUX HMeH-
HO WCC/IeZ0BaHUSX OyZ[yT MCIIOb30BaHbl 0M000pa3Lbl JOHOPA, 3aTpa-
T'MBalOT y)Ke He TOJIbKO ero MHAWBH/yalbHble UHTepechbl, HO U HHTe-
pechl ero O/MDKANUIIMX POJACTBEHHUKOB. JTO TIOJPHIBAET KOHLIETILIUIO
nipupocrTa obijero 6s1ara Kak 0CHOBaHUS [ij1s TIpefjocTap/ieHust bruoma-
TepuasioB B O1obaHKU (B paMKax GeHe(hUIIMapHOW MO/e/Hn), TOCKOJIb-
Ky O0M00aHKM OMepUpYyIOT Kak HacaeJCTBeHHON nHpopMaluen (UcTo-
pueli ceMelHbIX 3a00/eBaHMIt), TaK U KOHKPETHBIMU FeHEeTHUECKUMHU
JAHHBIMH C COTJIACHS JIUILIb OIHOTO YesioBekKa (fl0Hopa), KOTOpbIi (hak-
THUEeCKU TIpeJICTaB/IseT BCEX CBOMX POAHBbIX. HaXoK/eHue Takoil Mo-
Jei “HOPMHUPOBAHHOTO COTJIacusi, e OyAyT MPUHUMAThCS BO BHU-
MaHUe He TOJbKO apryMeHThI OeHedHUIMapHON MOZieNy Y KOHLIETILIN
HEe3HauMTebHOTO PUCKA, peasn3yeMble Ha OCHOBE MHMBHU/yalbHOTO
pellleHts, HO U YUUTBIBAaTbCSl CeMeliHble CBSI3M, MOJKHO CUMTaTh 3a/a-
yeli ajlanTanyd WHPOPMHUPOBAHHOTO COIIacksi K pabore GMOOAHKOB.
BeposiTHO, 3Ta ajanTaiys MoXKeT ObITh Ipe/icTaB/ieHa KakK BbICTpau-
BaHHe 00paTHBIX CBsA3eH C JIOHOpaMu OMOOAHKOB M HaxoKzeHue (hopm
B3aMMOZeHCTBUSI UCCe[joBaTeNield U UCIBITYeMBbIX (BO3MOXKHO, C TIO-
MOIIIBI0 MCTI0/Ib30BaHUs Pa3/IMUHbIX OHJ/IANH-TIIaT(OpPM, KOTOpbIe TIo-
3BOJISIT YUMTHIBaTh SMOLIMOHAIbHBIE U OMO/IOTHMUeCKUe acreKThbl POj-
CTBEHHBIX OTHOIIIEHUH).
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Abstract. This article explores the connection between biobanks and society
through informed consent. An analysis of the risks associated with biobanks
and the idea of informed consent in the context of the functioning of
biobanks are carried out. The hypothesis of this study is that the concept
of informed consent structurally, at the level of risk assessment in relation
to oneself and close relatives, does not coincide with the beneficiary model
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of obtaining scientific knowledge based on justice and the concept of
minimal harm. This may argue for the principle of informed consent based
on respect for the principle of autonomy. The article makes the assumption
that the introduction of an extended informed consent form without the
possibility of specifying in which studies biospecimens will be used affects
not only individual interests, but also the interests of immediate relatives.
Finding such a model of informed consent, where not only the arguments
of the beneficiary model and the concept of negligible risk, implemented
on the basis of an individual decision, will be taken into account, but also
family connections will be taken into account, can be considered the task of
adapting informed consent to the work of biobanks.

Keywords: risks, informed consent, biobank, respect for personal autonomy,
beneficiary model, moral obligation, duty, burden, minimal risk, privacy.
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