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GosbLIMX MaHHbIX. HecMOTpst Ha TO, YTO HOBbIE MOMEJU MHODOPMMUPOBAHHOIO COIJIACHS
He JIMIIeHbl HeJOCTATKOB, MOJIHbIM OTKAa3 OT 3TOM IMpOIleayphl BjeUeT 3a coboii Hapylle-
HIe TIPUHIIATIA TTPeOCTOPOKHOCTY ¥ TIOBBIIAET BEPOSITHOCTb MPUUMHEHMS Bpema Cyob-
eKTy JaHHbIX. [Ipy 3TOM c/ieoBaHMe MPUHIMITY TPEeJOCTOPOKHOCTYU MOKHO YUUTHIBAThH
COOTHOIIIEHME MHAVBUIYAJIBHOTO 1 0OIero 6ara ¥ He IMPENnsTCTBOBATh Pa3sBUTUIO Pas-
HbIX c(ep 0OleCTBEHHONM KM3HU B YCJIOBUSX HaKOIIeHMs 6osbimX maHHbiX. Co3maHue
HOPM, PeryauMpymoluX MnojayyeHrie MHGOPMMUPOBAHHOIO COTJIaCHSI U MCIIOJIb30BaHMeE [aH -
HBIX, O/DKHO OMMUPAThCST HA aHaM3 CYIIECTBYIOMIMX MPAKTUK U YUUTHIBATH MEPY OTKPBI -
TOCTM U OBEPUsI, KOTOPbIE ONPENEeSIOTCSI KaK JUYHOCTHBIMY, TaK U COIMOKYJIBTYPHBIMMU
0COBEHHOCTSIMN.

Kntouessle cnosa: mopenyt MHGOPMUPOBAHHOTO COTJIacusi, GOsbIlMe NaHHbIE, Mepa TOBe-
pUsi, Mepa OTKPBITOCTI, HOPMOTBOPYECTBO

BBegenne

NudopmupoBaHHoe coriacue — Mpoleaypa, MPOYHO BOIIEIIIas B pasMyuHbIe
COIMaJIbHBIE TIPAKTUMKM TIOoCJie BTopoit MupoBoit BoNHBL Eciau M3HaYaJIbHO pedb
IIJIa O MEIUIIMHCKUX UCCIIENOBAHMAX, TO CETOMHSI MHGOPMMUPOBAHHOE COTJIacyue Co-
MIPOBOK/IAET MOJTyYeHNEe PasIUMYHOTO pofa YCIYT, TPYAOYCTPONCTBO, MOE3AKY, JI0-
CTyT K MHGOPMAIMOHHOMY KOHTEHTY U ApyTHe Ipouecchl. Takum o6pasom, nHpop-
MMUPOBAHHOE COIJIacue MOKHO OINpeNe/UTh KakK MPOleAypy OMOBEIeHNS YeIoBeKa,
KOTODBIV TUIAHUPYET MPUHATh YUaCTHE B UCC/IENOBAHUM, TIOTYUUTD JIeYEHIE, UHbIE
BUIbI YCJIYT, IPUOOGPECT UTO-1OO0, MPENOCTaBUTh CBOM JaHHbIE MJIT 0OPabOTKU
Y VICTIOJIb30BaHMs, O TOM, KaKOBbl BO3MOXXHbIE MTOCTIENCTBMS €0 y4acTus B TaKOTO
pOia aKTUBHOCTSIX.

[Togo6Has MHTEpHIpeTaIys MHGOPMUPOBAHHOTO COTJIACUSI OTKPBIBAET €ro HO-
Bble 3TUKO-bmIocodckue pakypchl. Lleblo JaHHOTO MCC/IemMOBaHMs SIBJIIETCS Pac-
CMOTpPEHME aHATM3UPYEMOIL MPOLEAYPbI B MIPOCTPAHCTBE GOJBIINX JAaHHBIX, KOTO-
pble CO3Jal0T HOBbie (OPMBI B3aMMOMENCTBMSI C JIFOObMM UM UX IEPCOHATbHBIMM
JAHHBIMM, XapaKTEPU3YIOTCSI BBICOKOI CKOPOCTBIO MPUPOCTA, Pa3HOOOpas3ueM, U3-
MEHUMBOCTBIO ¥ CJIOKHBIMM B3aMMOCBSI3SIMU, BBISIBISIEMBIMM TOJIBKO TP MTOMOII
CrenManbHbIX TexHojaoruil. B Takux ycnoBusX MH(POPMMPOBAHHOE COIJIACHE CTa-
HOBUTCSI HEMPAKTUYHBIMZ: 4acTO BCS TIPOLEAYpa CBOOUTCS K MOCTAHOBKE T'aJIOUKU
B moJte «$] coryaceH» B KOHIle 06bEMHOTO HEUMTAEMOTO TEKCTA. DaKTUUECKM OTBET -
CTBEHHOCTD 33 BO3MOXKHbBIE HETATUBHbBIE MTOCENACTBUS c60pa, 0OPabOTKU U UCIIONb-
30BaHMST HAHHBIX BO3JIAraeTcCsl Ha IOJIb30BATeNIs, Y KOTOPOrO BO3HMKAET JIOKHOE UyB-
CTBO KOHTPOJISl HaJl CUTYaLyelis. B HeKOTOphIX CIydasixX, He JaB COMIACHSI, OH JIMIIIAETCS
BO3MOKHOCTM TTOJTYUUTh TOCTYIT K Heo6xoammoni nHbopMalyiy. Takoro poga cutyanyst
HaATIOMMHAET siBJieHKe, KoTopoe [Isko3ed Xesuiep Ha3Bal «YIOBKOM-22».

1 Herschel R., Miori V.M. Ethics & Big Data // Technology in Society. 2017. Ne 49. P. 31-36.

2 Vayena E., Blasimme A. Biomedical Big Data: New Models of Control Over Access, Use and Gov-
ernance // Bioethical Inquiry. 2017. Vol. 14. P. 501-513.

3 Brandimarte L., Acquisti A., Loewenstein G. Misplaced Confidences: Privacy and the Control
Paradox // Social Psychological and Personality Science. 2013. Vol. 4. Issue 3. P. 340-347.
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B pomane Xesnnepa pacckasbiBaeTCs O KM3HM aMePUKAHCKIUX JIETUMKOB-6oMbap-
IOVPOBIIMKOB BO BpeMsi BTopoii MupoBoi BOMHBIL. [1eiCcTBMS OOJBIIMHCTBA ITepCOHA-
SKell — mapafoKCaJbHbl M abCypAHbl, KaK ¥ 3arafoyHoe MOCTAaHOBJIEHME MTPABUTE -
CTBa, KOTOPOE HA3bIBAIOT «YJIOBKOM-22»: €CJIY MWIOT CXOAUT C YMa, OH OTCTPaHSIETCS
OT [aJIbHEeMIIIEero MPOXOsKAEHMUST CITY3KObI, HO UTOObI ObITh OTCTPAaHEHHbIM, eMy He06-
XOAVIMO TIOJaTh OMUIIMAIBHOE 3asIBJIEHME; OJHAKO €CJIM YeJIOBEK CIIOCOOEH IOaTh
3asiBJIEHME, OH TEM CaMbIM JIOKA3bIBAET CBOE 3 PaBOMBIC/IME U, CJIENOBATE/IbHO, HE MO-
>KeT ObITh OTCTPaHEeH OT CIIYKObIZ.

B Mupe 60/bIIMX JaHHBIX Mbl CTAJIKMBAEMCSI CO CBOEOOPA3HOM «YJIIOBKOM-22»:
yTOOBI 06ECIEeUUTh CBOIO 0E30MacCHOCTb M 3aIUTUTb ABTOHOMMIO, JOCTOMHCTBO,
KOH(UIEHIIMATbHOCTb, Mbl JOJ/DKHBI TOAIMCHIBATE MHGOPMMUPOBAHHOE COIJIACHE;
OIHaKoO, JaBasi corjacyue, Mbl He 3HaeM, KaK Hallli JaHHble OyayT 06pabaThIBaThCS,
KaKkye HeoXMOAHHbIE CBA3YM OOHAPYKUT aBTOHOMHAsl MHTEJJIEKTya/IbHas CUCTeMa
¥ KaKue MoC/IenCcTBus 310 6ymeT mmerhb. Kak mponnuno ormevaer Xeytep, «“YioB-
Ka 22” yKasbIBaJia, YTO 3a60TUTHCSI O COOCTBEHHOI 6€30IIaCHOCTH Mepe, JIULIOM pe-
aJIbHOI U HEIOCPEI,CTBEHHONM YTPO3bI — 3TO BIIOJIHE Pa3yMHO» >,

Mopem MHQOPMUPOBAHHOIO COIIACHST

CerogHs Mbl OKasbIBaeMcCS (haKTMUECKM Iepe[ JUIIOM HOBOM MOpPaIbHOM Iu-
JIEMMBI:

— C OHOM CTOPOHBI, 6OJIbIIIME JaHHbIE [eAI0T peaibHOCTh IIPO3PAYHOIL, 3a ue-
JIOBEKOM BENETCSl TOTaJIbHOE HaOIoNeHNe, SKU3Hb IpeacTaBiIseT cob0i KoMOMHa -
LIMIO MPOIECCOB, IIPOTEKAIOIINX B aHAJIOTOBOM U LIM(PPOBOM MUPE; UCKYCCTBEHHbI
VHTEJIJIEKT, OOYyJaroIMiics Ha GOJIBIINX MTaHHBIX, ITO3BOJISIET BBISBUTD CBSI3U, KOTO-
pble HEITOCTYITHbI «PYUYHOI» MIPOTHOCTHUKE; COOP U XpaHeHMe GObIINX JaHHbIX Tpe-
OGYIOT 3aTpaThbl CYIIECTBEHHBIX PECYPCOB, IMOITOMY 11€JIeCOOOPASHO UX BTOPUYHOE
MICITO/Ib30BaHNe, HO YTOObI MOJYUUTb MHOOPMUPOBAHHOE COIVIACKE Ha BTOPUYHOE
MCIIOIb30BaHME OT TeX JIMI, CBEIEHMSI O KOTOPhIX BKJIIOUEHBI B GOJIBIION HAaGOp
JAHHBIX, HY’KHO UX A€aHOHMMM3MPOBATh, UTO MOKET ITOBJIEUb HEJKeJIaTebHbIe T0-
CJIeNCTBUS OJis CyObeKTOB JaHHbIX. TpebyeTcsl pamauKaibHasi TpaHChOpMAIMS MH-
dbopmupoBaHHOrO coriacusi, HarpuMep, (GopMyJIMpPOBaHME HOPMBI €TI0 BMEHEHMSI.
Ecau MblI 3kejlaeM MOJIb30BaThCs Gy1araMu MHGOPMAaIMOHHOTO OGIIeCTBa, HalpuMep,
SKUTb B «YMHBIX TOPOJAx», TO Mbl BbIHYKIEHbI COIJIAIIATLCS C TEM, YTO MH(OpMa-
LIMsI O HAC TTOTAJaeT B MACCUBBI «ChIPhIX MaHHBIX»;

- C OPYroii CTOPOHBI, COBEPIIEHHO OTKa3aThCsI OT MHGOPMUPOBAHHOIO COIJIa-
CUSI HeJIb3S: OHO JTOCTaJIOCh UE€JIOBEUECTBY JTOPOTOV LIEHOW M SIBJISIETCS CYIIECTBEH-
HBIM YCJIOBMEM TIOAAepsKaHusI aBTOHOMMM aHaIOTOBOTO uejioBeka B (G POBOM MUpe.

HMudbopmMmupoBaHHOe comtacyue ObLIO 3aKperieHo B HiopHGeprckom Komekce, Ho,
HalpuMep, 3KCIepuMeHT B TacKuru, yyacTHMKOB KOTOPOTO He MHGPOPMUPOBAIU
1, 6ojiee TOro, o6MaHbIBaIM, IpefJiaras BMeCTO JeKapcTBa OT cuduinca mianebo,

Heller ]. Catch-22. N.Y., 1999.
5 Ibid. P. 52.
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npomyics 1o 1972 1.6 MudopmupoBaHHoe coracue 0CO6eHHO IIMPOKO UCIIOb3Y-
eTcsl B MEOUIIMHCKOM MPaKTUKE U B HAYUHBIX MccieqoBanusX. OHO rapaHTMpyeT ue-
JIOBEKY BO3MOXKHOCTb CaMOCTOSITEJIbHO OI€HMBATh BEPOSITHbIE MOCIENCTBUS Jieues-
HBbIX WIM MCCJIENOBATeIbCKUX IMPOLIECCOB, B KOTOpPble OH BOB/eYeH. Takske OHO
BBICTYIIAeT MPEIMETOM MHTEPECA M CO CTOPOHBI yueHbIX. Tak, Hampumep, UCCIeno-
BaTeaM OMOMENMIMHCKUX MpobsieM MHGOPMMPOBAHHOTO COIJIACUSI KOHCTATUPYIOT,
YTO «TOTJIBHOCTb ¥ (hOopMayM3aIys MpOLeSypbl BIPAKEHMST COTJIACUS Pa3pyIIaoT
JIOBEpMEe U TMPUBOIAT K OTUYKIEHUIO MEOUIIMHCKUX MPOGdEeCCHOHANIOB U MallMeH-
toB»’. CreuyaaucTbl B 061acT¥ MHGOPMAIMOHHBIX TEXHOJIOTMI BbICKA3bIBAIOT
MHEHME O TOM, UTO TEXHOJIOTUM OOJIBIINX JaHHBIX MMOAPBIBAIOT KOHIIEMINIO MHGOP-
MMPOBAHHOI'O COIVIACKSI KaK KJIFOY€BOIO OCHOBaHMsI 0OpabOTKM JaHHbIXS.

Cerognst MHGOPMUPOBAHHOE COIJIACKE He CTOJbKO OOEeCIeUnBaeT OTKPHITOCTD
MCCIIeOBaHMI, CKOJIbKO CTaBUT Gapbepbl [IJI 3aKOHHBIX U 3TUUECKM 06G0CHOBAHHBIX
dopm mccnenoBanmii B pasimuHbix cdepax’, cosmasasi mperpajbl B IPOABVKEHUN
HAY4YHbIX 3HAHWUI, TTOMCKE MOJIE3HBIX PellleHnii TPO6IeM 1 BBITTOJIHEHMST MOPAJIbHbIX
00s13aTeIbCTB Iepe]; CyObeKTaMy, KOTOpbIe JOOPOBOJLHO BHIAEIWIM CBOE BPEMS,
6MOJIOTMYECKIE U VIHbIE JaHHbIE OJI UCCIeTOBaHMIA.

Ognaxo, kak ormeuatoT E. Baitena u A. biacumme, cTeneHb JeTaam3aliuy VH -
bopmanuy B pasjMUHBIX BapMAaHTAaX COMacus CylecTBeHHO ommuaercsail, Kpome
TOTO, «OIMGbPOBKAa» Pa3IMYHBIX MPAKTUK IMOCTEIIEHHO BbITECHSIET MPUBBIUHbIE OY-
MakHbIe (hOpMbI MHGOPMMUPOBAHHOTO COIIACKS, M UX MECTO 3aHMMAIOT SJIEKTPOH-
Hble (OPMbI, KOTOpPbIE PeaTN3YIOTCS B paMKaxX pasHbIX MOIEIEN.

Nnest pasHoobpasust momesieli MHGOPMMPOBAHHOTO COTIJIACUsI aKTUBHO OOCYK-
JlaeTcs B JIMTepaType, MOCBSIIEHHON MEOUIIMHCKUM, KIMHUYECKUM, COIMOJIOTMYe-
CKUM McCCaeoBaHUSIM. B ceTeBoil aTuKe MHGOPMMPOBAHHOE COTJIacue CTAJIO Tpef -
metoMm obcyskaennii B 90-e rr. XX B.!! Boimenstior «TpaguiMoHHyo» (6yMaxkHYO)
M 9JIEKTPOHHYIO (opMbl MHMDOpPMMUpOBaHHOTO coryacust. JI. JKeHeBbeB aHaMM3MUpy-
eT MpenMYyIIecTBa 1 «cjabble» MeCTa MCIOjb3oBaHus 3Tux ¢opm!2. B Hacrosiee
BpeMs 6oJibliiee paclpoCcTpaHeHe MprUoOpeTaloT IeKTPoHHbIe popMbl. A. Batan-
TaliH TIOAYEPKMBAET, UTO BOIPOCHI COmIacust OOCYKIAIOTCS He TOJbKO TeopeTyKa-
MM, HO ¥ MICCIeOBaTEIbCKMMU STUUECKMMU KOMUTETAMU U MHCTUTYLMOHATbHBIMMA

6 Wurtzburg S.]., Simmons S.]., Souza E.A. Tuskegee Experiment // The SAGE Encyclopedia of
Pharmacology and Society / Ed. S.E. Boslaugh. Thousand Oaks, 2015. P. 1448-1455.

7 Cudoposa T.A., Xuuuna E.FO. Buostunueckoe comepkanyue MHGOPMUPOBAHHOIO NOGPOBOIBHOIO
cornacus // MeguiiHckoe paBo: Teopus u npaktuka. 2016. T. 2. Ne 1 (3). C. 244.

8 Casenves A.1. TIpo6iemMbl IpUMeHeHMsI 3aKOHOIATE/IbCTBA O TIEPCOHAIbHBIX IAHHBIX B 3MOXY «Bosib-
umx nanHbix» (Big Data) / TIpaBo. JKypuaut Beiciiest mkosbt skonomuku. 2015. Ne 1. C. 43-66.

9 Bpwiseanuna E.B., T'aspunenxo C.M., Bapxomos T.A., Anacanus K.IO., Illxomoea E.M., Pbi-
xcoe A.JI. Crietnduka MHOOPMUPOBAHHOTO COIVIACHsI TOHOPOB [EN0o3uTapueB GuomaTepuasos //
Texuomnorum skuBbix cucrem. 2018. Ne 2 (15). C. 4-15.

10 Vayena E., Blasimme A. Biomedical Big Data.

11 Gould C.C. How Democracy Can Inform Consent: Cases of the Internet and Bioethics // Journal
of Applied Philosophy. 2019. Vol. 36. Issue 2. P. 173-191.

12 Geneviéve L.D., Martani A., Wangmo T. et al. Participatory Disease Surveillance Systems: Ethical
Framework // Journal of Medical Internet Research. 2019. Ne 21. Issue 5. URL: https://www.ncbi.
nlm.nih.gov/pmc/articles/PMC6660191/ (mara o6paruenusi: 04.06.2020).
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HabmonarenbHbMu coBetamy (IRBs)!3. Bajtena n BacuMme aHajMsupyroT TpaHC-
dbopmaimio mopene MHGOPMUPOBAHHOTO COIJIACHUSI B YCJIOBUSIX HAKOILJIEHMST GOJTb-
mmx 6uoMenuumMHCKMX gaHHbix !4, ITo muenuio K. Cnexrop-bargamm u P. Iskarcy,
CYIIECTBYET paspbIB MEXIY TEOPETUUECKUM MIeajioM, MparMaTu4eckoil M HopMa-
TUBHOM PeasibHOCThIO B OTHOIIEHUY MHGDOPMMUPOBAHHOTO COIIACKS B MEAUIIMHCKUX
uccnenoBadusix S, TIpeomoeHne 3Toro paspbiBa MpefCTaB/sgeTCss BO3MOXKHBIM 6/1a-
rogapsi MHOroo6pasuio Mofener MHGOPMUPOBAHHOTO COIIACHSL.

OpHa 13 HUX, MOZEJb WUPOKO20 (NONHO20) UHGPOPMUPOBAHHO20 CO2ACUS, OC-
HOBBIBAETCSI HA TOM, UTO OT OTAEJbHBIX JIUI TpeGyeTcs IMpeqoCTaBjeHNe OTHOTO
coryiacus Ha MCIo/ib30BaHMe ux JaHHbix. OpHako b. XodMaH oTMeuaeT, UTO LIMPO -
KOe COIjIacKe He MOKET CUMTATbCS MH(POPMUPOBAHHBIM, ITOCKOJIbKY UHAMBULYATb-
HbI/l BHIGOP He OCHOBAH Ha KOHKpeTHOI mHpopmaumule, Hanpumep, cmasas mare-
puan B 6uMo6aHK, CyObEKT He 3HAEeT, KaK ¥ KOTIa KOHKPETHO OH GyIeT MCIOIb30BaH.
[Ipenmnonoskum, 4TO MUCCIeNOBaTe b, UMEIOIINI JOCTYIT K 6MM06aHKY, OJYUMUI pas-
pellieHMe Ha IPOBENEeHMe MCCIeIOBaHMS, BKIIIOUAIOIIETO 3/1€MEHThl OMOXaKWMHTA,
a psIn JIUI, TPeICTaBUBLINX CBOM JAHHBIE, SIBJIIOTCS €r0 UAEHHBIMU MPOTUBHMKA-
vn. [Inupokas Mozenb MHPOPMMUPOBAHHOTO COIJIACHs He MMO3BOJISIET MM Y3HATh O Ta-
KOM MCCJIeOBaHUY ¥, TeM OoJiee, U3bSITh CBOU AAHHbIE.

CyTtb modenu dunamuueckozo coznacusl’ 3akioyaeTcsi B TOM, UTO CyObEKT
JAaHHBIX MOYKET KOHTPOJMPOBATh MPENOCTaBIEHHYIO UM MHGOPMAIIMIO Ha MPOTSIKe-
HUU JIATEJIbHOTO BpEMEeHM, JaBaTh WM He JaBaTh COIVIacye Ha IMTOBTOPHOE MCIOJb-
30BaHME MaHHBIX, OT3bIBATh COIJIacMe BMECTe C AAaHHbIMU. [IpeumyIiecTBOM 3TOM
MOJI,e/IN SIBJISIETCS] BO3MOKHOCTD IIPEeOJoJIeTh «yCTaI0CTh coracusi» 18, kotopast Bo3-
HMKAeT TIPY UCIIOJb30BaHUM TPAIMUIIMOHHON MO, OOS3bIBAIOIIE TOMyYaTh CO-
rJ1acye OT KakKAOro JIMIIa Ha KaykIOoM KOHKPETHOM 3Talle MCC/IeqOBaHMsI.

[yHamMuyecKoe coIiacie MO3BOJISIET OTC/IESKMBATh UCIIOIb30BaHME CBOMX JaH-
HbIX oHJ1aiiH. C Opyroy CTOPOHBI, UCK/TIOUEHME OTAEIbHBIX OJIOKOB 13 HAOOPOB JTaH -
HBbIX MOXXET CYIIECTBEHHO IMOBJMATh Ha paboTy aJrOpPUTMOB, 0GpabaThIBAIOIINX
TaKye JaHHbIe U 0OydYaloIMXCs Ha HuX. B uTore mosb3a, KOTOPYIO OKMUIAIOT IOJTY-
YUTH CYOBEKThI TAHHBIX, MOKET ObITh MMHMMM3MPOBAHA, €CJIM OHYU OYIyT aKTUBHO
MCITIOJIb30BaTh MOZE/b TMHAMUYECKOTO COIIAaCHsI M MaHUIY/IMPOBAThb JAaHHBIMM TO-
cJie X TpefocTaBiieHys. [1py 3ToM HapylIaloTCs MpaBa APYTUX JIAII, KOTOPbIe MOT -
s 6bI BOCIIOJIb30BaThCsl OaraMu, MOJYYEHHBIMM B pesysbTate 06paboTKu 6OJIb-
IIMX TaHHBIX, YTO HE BCETTA MOPAJIbHO OIMPaBIaHHO.

13 Ballantyne A. Adjusting the Focus: A Public Health Ethics Approach to Data Research // Bioethics.
2019. Vol. 33. P. 357-366.

14 Vayena E., Blasimme A. Biomedical Big Data.

15 Spector-Bagdadya K., Jagsi R. Big Data, Ethics, and Regulations: Implications for Consent in the
Learning Health System // Medical Physics. 2018. Vol. 45. Ne 10. P. 845-847.

16 Hofmann B. Broadening Consent: And Diluting Ethics? // Journal of Medical Ethics. 2009. Ne 35 (2).
P. 125-129.

17 Budin-Ljesne I, Teare H.J.A., Kaye ]. et al. Dynamic Consent: A Potential Solution to some
of the Challenges of Modern Biomedical Research // BMC Medical Ethics. 2017. Ne 18. URL:
https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-016-0162-9 (mata o6paieHus:
04.06.2020).

18 Cambon-Thomsen A. The Social and Ethical Issues of Post Genomic Human Biobanks // Nature
Review Genetics. 2004. Ne 5 (11). P. 866—873.
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HecmoTpst Ha 3TO, 3/1eMEeHTbI AMHAMMYECKOTO COTIJIacHsl YCIEIIHO MHKOPIIO-
PUPYIOTCS B 3aKOHOAATEIbCTBO. Tak, Hampumep, B cT. 20 (1) O61iiero pernaMeHTa
no 3aiute gaHHbix (General Data Protection Regulation, GDPR) 3akpemisieTcs
MpaBO Ha MepeHoC MaHHbIX (data portability right): cyGbekT BpaBe 3ampoCcuTh CBOU
IaHHbIe Y TOM OpraHM3anmu, KOTOPO OHM ObUTM TIepefaHbl; JaHHbIE HODKHBI ObITh
Mpel0CTaBIeHbl B MalllMHOUMTaeMoM (opMaTe U BIIOCIEICTBUM MOT'YT IepeaBaTh-
cs1 apyroit opranmsanuul®. Kpome Toro, cy6bekT MOKET BOCIIOIb30BaTbCS IPABOM
Ha 3ab6BeHNe, eci B MOJIe/Ib AMHAMMUYECKOTO MH(GOPMMUPOBAHHOTO COIVIACKS He ObLIO
BKJIIOUEHO YCJIOBME O TeaHOHMMM3AIMM JAHHBIX, M OHM He ObLIM pacrpeneseHbl
10 HeCKOJIbKMM Habopam maHHbIxZ0, TTom mpaBoM Ha 3a6BeHME B aHAIU3UPYEMOM
KOHTEKCTe [TOHMMAETCSI BOSMOKHOCTD OTKa3aTbCsI OT YUaCTHS B MCCIENOBAHUY C UC-
MOJIb30BaHMEM AAHHBIX M TOTpebOBaTh U3bSITHUS MHODOpPMaLMM O cebe. ITO MPaBoO
3alIMIaeT KOHGUIEHIMATIbHOCTb OTAEMbHBIX JIMII, OMHAKO MOXET HaHeCTU Cepbes-
HbIi1 yI1iep6 MCCIeIOBAHMIO M3-3a TOSIBJIEHNS [TPO6EJIOB B MMEIOIIMXCS JaHHbIX 21,

E1e Gosblile BOIIPOCOB BbI3IBAET pPbIHOUHAS MOOeNb UHPOPMUPOBAHHOZO CO-
2ndacus, KOTAa MpefoCTaBieHne NaHHbIX MHTEPIPETUPYETCS KaK CHeNIKa, M CyObeKT
JaHHBIX MTOJIYYaeT orviary. Ecyiv Mozesb cTaHeT OOIIEeNpPUM3HAHHONM U OyIeT 3aKpern -
JIeHa 3aKOHOJATeJIbHO, TO 3TO IOBJeueT 3a COOOM psif HeraTMBHBIX IMOCIENCTBUIA:
TPYIHOCTU B COOpe AAHHBIX; HEMOCTATOYHOCTb PECYPCOB JJIS POBEIEHNS UCCIIENO0-
BaHMIA; yIlleMJIeHMe TpaB POACTBEHHMUKOB (BKIIIOUAsT ellle He MOSBUBIIMXCS MTOTOM-
KOB) ITPOIABI[OB CBOMX €HETUYECKUX HAHHbBIX; IMCKPEOUTALVS IPUHIMIIA 3a00ThI.
BaskHO OTMETUTH, UTO B HACTOsIIIee BPeMSI aKTMBHO IOOIIPSIETCS TIPemOCTaBIeHe
CBOMX JAHHBIX /I HAYYHbIX MCCIIeNOBaHMI 6€3B03Me3qH022,

Becbma mpOTHMBOpPEUNBOIL SIBJISIETCSI MOZENTb ONJIOHCEHHO20 UHDOPMUPOBAHHO-
20 coenacus. OHa TIPUMEHSIETCST B OTHOLIEHUM ITallMEHTOB, 3MOPOBbE KOTOPBIX
HeCTaOMIIbHO, ¥ BeChMa BEPOSTHO BO3HMKHOBEHME CUTYAIMI, KOTha HYSKHO OBICTPO
MPUHUMATDb pellleHre O MEAUIIMHCKOM BMeIIaTeIbCTBE, a MalMeHT He B COCTOSTHUU
chearh 3TO CaMOCTOsITebHO. Takoro poma CUTyaluy BO3HMKAIOT, HAlPUMeD, B OT-
HOIIIEHMSIX C TAIMEHTaMM C KapaMOCTUMYJISITOpAMM, KOTOpble COOMPAIOT JaHHbIe
o cocTostHuM uX 3mopoBbst. M. bak, M. Biaom, X. Tan, [I. BuibsiMc oTMedaroT, 4TO
MCIIOJIb30BaHME 3[0eCh TPAOVIIMOHHOM MOIEIM TOPOKAAET STUUYECKME MPOOIeMbI:
BO-TIEPBBIX, MAallMEHThI YaCTO HE YCIEBAalOT JaThb corjacue Ha cO6op u 0O6pabGoTKy
IAHHBIX, YTO JIMILIAET BO3MOKHOCTM TOJIYYUTb CBENEHMS [JIS1 COBEPIIEHCTBOBAHMS
Croco6OoB JIeUeHMsI; BO-BTOPBIX, HEMeeCIIOCOOHbIE ¥ YMepIIMe TalMeHThl He MOT'YT
naBaTh MHGOPMMPOBAHHOE COIJIaCKEe M TEM CAMBIM IIPUHOCUTD IOJIb3Yy O6IIeCTBY 23,

19 GDPR. URL: https://gdpr-info.eu (mara o6paruenus: 21.05.2020).

20 Vayena E., Blasimme A. Biomedical Big Data. P. 508.

21 Holm S., Ploug Th. Big Data and Health Research - The Governance Challenges in a Mixed Data
Economy // Bioethical Inquiry. 2017. Ne 14. P. 515-525.

22 Christen M., Domingo-Ferrer J., Herrmann D. et al. Beyond Informed Consent - Investigating
Ethical Justifications for Disclosing, Donating or Sharing Personal Data in Research // Philosophy
and Computing. Essays in Epistemology, Philosophy of Mind, Logic, and Ethics / Ed. T.M. Pow-
ers. Cham, 2017. P. 193-207.

23 Bak M.A.R., Blom M.T., Tun H.L. et al. Ethical Aspects of Sudden Cardiac Arrest Research Using
Observational Data: A Narrative Review // Critical Care. 2018. Vol. 22. URL: https://ccforum.
biomedcentral.com/articles/10.1186/s13054-018-2153-3 (mara o6paruenust: 04.06.2020).
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[nst peltieHust MOmOOGHOTO pona MPobIeM UCIOIb3YeTCSI MOEIb OTIOKEHHOTO CO-
[J1aCysl, KOTOpasl MO3BOJIIET UCKJIIOUMTD JAaHHbIE MM TMOATBEPOUTH COIJIAcue YKe
MOCJIe TIPOXOXKIEHNMST OIpPeNeIeHHbIX 3TANoB uccienoBanus. OQHaKo ¥ 3Ta MOAEb
MMEEeT CBOM OTPaHMYEHMS], TTIOCKOJIbKY CYOBEKTbI HE MOT'YT ObITh TPOUH(POPMMUPOBA-
HbI O BApMAHTaX MCIIOIb30BaHMS X TAHHBIX B OYIYIIIEM.

Modenv mHOz0ypo8Hesoz0 coznacus®* penocTasisieT Cy6beKTaM BO3MOKHOCTD
OIpenesiiTh KOHKPETHbIE BapMaHThl UCIIOIb30BaHNS UX JAHHBIX (Hampumep, AOMyC-
KaeTcs VMCIOJIb30BaHMe B MCC/IENOBaHMIX paka, HO He B T€HOMHBIX MICC/IENOBaHMSIX)
WIM laBaTh NMOBTOPHOE COIJIacKe Ha KOHKPeTHbIe Oymyiuue uccienobanusZs. Tpyn-
HOCTY BO3HMKAIOT B CUTyaIMSIX, KOTJA 3TU JaHHble OOBEOAMHSIIOTCS C OPYTUMMU,
BKJIIOYAsI CBEJIEHMSI M3 COIMAJIbHBIX CETEeN M MHBIX OTKPBITHIX MCTOUHMUKOB. I1pu 06-
pabOTKe MOTYT BBISIB/IATbCS HEOKMAAHHBIE 3aKOHOMEPHOCTH, UCITOJIb3yeMble B MTPaK-
TUYECKUX PEIeHUsIX, Ha KOTOpble CYOBEKTHl He [aBajiM COIJIACUSI HM Ha OJHOM
YPOBHE.

B ocHoBe demokpamuueckoii modenu UHGOPMUPOBAHHOZ20 CO2NACUSL JIESKUT
uaest «CTPYKTypHOM HecmpaBemmmBocTu». K. I'yyibal BbigessieT ABa acleKkTa CTPyK-
TYPHOM HECIPaBEIJIMBOCTI: BO-TIEPBbIX, JIIOOY B ITOBCEIHEBHON JKU3HY HEMU3OEKHO
BOCITPOM3BOJAT COIMAIbHbIE MPAKTUKM, B TOM UMCJIE U HECIpaBemJMBbie; BO-BTO-
PbIX, B JESTEJIbHOCTU TOCYAAPCTBEHHBIX M SKOHOMMYECKUX MHCTUTYTOB 3aKperr-
JieHbl (POpPMBI HECIIPaBeMJIMBOCTHM, KOTOpPbIE BOILIOIIAIOTCS B (YHKIIMOHMPOBAHUM
VHCTUTYTOB, PEryIMPYEMbIX 3aKOHOM M YIIPaBJIIEMbIX UEpe3 YCTaHOBJIEHHbIE BJIaCT-
Hble Mepapxuu u Giopokpatuu. CTPYKTypHast HeCIPaBeA/IMBOCTDb MPOSIBIISIETCST, Ha-
MpuMep, MpU ITPOU3BOMACTBE ¥ UCITOJIb30BaHUM T€HHO-MOAMGMUIIMPOBAHHBIX pacTe-
HUM, KOIJIa COIJIacke Ha UX UCIOIb30BaHMe TaeT OTHO COOOIECTBO, a OC/IEACTBUS
paboThl OTpakaloTCs Ha ApYyrux (HaceKoMble NepPeHOCsIT ceMeHa M mbuiblly ['MO
Ha Ja/IbHMe PACCTOSHMS, YBEAMUMBAs TEM CaMbIM apeasl paclipoCTpaHeHus )20,

[IpeoposneHne CTPYKTYPHOV HECIPaBeIJIMBOCTY BO3MOYKHO, €CJIM COIVIache SIB-
JIIETCS PE3y/IbTAaTOM JEeMOKPaTUUECKOTO MPUHSITUSI PEIeHni O 3alluTe KOHMUIEH -
IMAIbHOCTY M JOCTYyIIE K MHbOpMaLmu. B 3Toii Mogenm corsacue CTaHOBUTCS KOJI-
JIEKTUBHBIM ¥ O6eCIIeuMBAETCs IOJIUTUKO-TIPABOBbIMM MHCTpyMeHTaMu2’. OmHako
KOJIJIEKTMBHOE COIJIaCMe pacIlupsieT MHAUBUAYaJbHbIE BO3MOXKHOCTM JIUIIIb B TOM
cyvae, ecyii OHO peajiM3yeTcsl B paMKax 6o0Jiee COBepIlIeHHbIX (GOPM TeMOKpaTiie-
CKOTO TIPOLIeCca MPUHSTUS PEIIeHUI.

Modenv mema-coznacus OCHOBBIBAETCS Ha TOM, UYTO CYyOBEKT CaMOCTOSTEbHO
pellaeT, Kak U KOIja IpeqoCTaBIsaTh cornacue?s, Mopma paspabaTbiBaeTcs C y4eToM
TUIIA AAHHBIX, KOTOPbIE TUIAHUPYETCS COOMPATh, MUCCIEAOBATETbCKUX KOHTEKCTOB,
YCJIOBU, TIPU KOTOPBIX 3alPOCHI O Coriacuu OymyT MOAaBaThCs JIUIY B OYIYIIEM.

2 Bunnik E.M., Janssens A.C.]., Schermer M.H.N. A Tiered-layered-staged Model for Informed
Consent in Personal Genome Testing // European Journal of Human Genetics. 2013. Ne 21 (6).
P. 596-601.

25 Mittelstadt B.D., Floridi L. The Ethics of Big Data: Current and Foreseeable Issues in Biomedical
Contexts // Science and Engineering Ethics. 2016. Vol. 22. P. 303-341.

26 Gould C.C. How Democracy Can Inform Consent.

27 Ibid.

28 Holm S., Ploug Th. Big Data and Health Research.
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Mopgenb meTa-coriacusi 06ecreunBaeT BbICOKYIO CTeIleHb KOHTPOJIS MUCIOJb30-
BaHMS TIEPCOHAJIbHBIX JAHHbBIX; SABISETCS 3DPEKTUBHBIM 6apbepoM IPOTUB PYTH-
HM3AIMM TIPOLIeTyPbI MOJyUeHUsT comiacus; obecreunBaeT 6alaHC MHTEPECOB MUC-
ciemoBaresist U yyacTHMKOB. OrpaHmyeHus: MpMMeHeHUsT TaHHOM MOIEe/M CXOMHbI
C OTrpaHNYEHMSIMMU JJIsI MHOTOYPOBHEBOM 1 MHAMMUYECKOV MOJEeIe.

Hanmuune pasauuHbIX Mopesiei MH(GpOPMMPOBAHHOTO COTJIacKsI, a TaKyKe OrpaHu-
YeHMS UX IPUMEHeHMsI B IPOCTPAHCTBE OOJIbIINX JAHHBIX TOBOPST O HEOOXOOMMOCTI
HOPMOTBOPYECKOM JesTeIbHOCTI. HOBbIe MOme yke HaXOmsAT CBOe MECTO B 3aKOHO-
JaTeJIbCTBE, PETYIMPYIOIIeM paboty ¢ nanHbiMu (Hanpumep, GDPR), Ho TpaguiiyoH-
HOe MHGOPMUPOBAHHOE COIVIaCMe BCe ellle IIMPOKO UCIONb3yeTcs. Y 3mech BasKHO
136e3KaTh «YJIOBKMU-22», HE TIOMEHATh «IIPOCTYIO OGIOPOKPATUYECKYIO (POPMATILHOCTHY
Ha HeUTOo XyIllee.

BaykHO aKIleHTMpOBaTh BHMMAaHME HA TMOJHOMOUMSIX TEX, KTO XpaHUT, o6paba-
TBIBAET ¥ MCIIONb3YET OOJIbIINE JAaHHbIE, a TAKKE TeX, KTO OIMpenesseT HOpMaTuB -
Hble (TMpaBOBble U MOpaJ/IbHbIE) acIeKThl paGoThI C GOJBIIMMY HaHHbIMK. [IpaBaa,
B HEKOTOPBIX C/y4yasX B Pa3pabOTKe periaMeHTOB YYaCTBYIOT Te, KTO cOOMpaer,
XPaHUT U MCITOJIb3YEeT AaHHble (HampuMep, KomeKkc 3TUKM MCIOMb30BaHMS JAaHHBIX
paspaboran Accorpanyeit 60/bIIMX JAHHIX M VIHCTUTYTOM pasBUTHS UHTepHETa2?).
Opnaxo, ecyin peub uaeT 06 M3MEHEeHMM 3aKOHOLATENbCTBA, B YaCTHOCTY O HOpMa-
TUBHOM 3aKpeIUIEHMM HOBBIX Mofesieii MHPOPMUPOBAHHOIO COIVIACHsI, HAUMHAIOT
paboTaTh CTaHAAPTHbIE MEXaHM3Mbl MTPABOBOIO HOPMOTBOPUYECTBA, B KOTOpbIE BO-
BJIEUEHbI JIIOIY, TIPUHAJIeKAIIMe K Pas/JIMUHbIM COLMAIbHBIM IPYIIIIAM U MMEIOLLIe
pasHble YOesKIeHMSI.

ITudeckue yoeKIeHUs TeX, KTO Y4aCcTBYeT B HOPMOTBOPUECKOV AeSITeTbHOCTH,
OKasbIBalOT CYIIIECTBEHHOE BJIMSIHME Ha CONEp’KaHue HOPM, perlaMeHTUPYIOIIMX pa-
60Ty C GOJIBIIMMU JTaHHBIMU. BO3MOKHO, YOEKIEHHbIM KaHTHaHel OymeT CKIOHEeH
3alIUIIIaTh aBTOHOMMIO JIMYHOCTH B YIIep0 001eMy 6J1ary, a yTUIUTAPUCT, HAIIPOTHB,
MPEIONOKUTENIbHO OymeT (opMYy/IMpPOBaTh HOPMbI, OOGECIIEUMBAOIIME B IEPBYIO
ouepenb o6Iiee Gyaro, gaxke B yiIepd JIMUYHONM aBTOHOMMM, KOHGUAEHIMATbHOCTA
¥ TIpUBATHOCTU. [1aBHOE, UTOOBI B MPOIIECCE HOPMOTBOPUECTBA CYyOBEKTHI COXPaHS-
JI MOPAJIbHYIO YYBCTBUTEBLHOCTD, a JIJI1 3TOTO HEOOXOAMMO ITyOJIMYHOE OOCYsKie-
HIe HOBBIX Mojiesiell MHGOPMUPOBAHHOTO COTJIacHsI, BIpaOOTKA MOPAIbHBIX OI'PaHMU-
YeHMIT UX IeVICTBUSI, ONTMMA/IbHBIX (DOPM COOTHOIIEHMS JIMUHBIX U OOILIECTBEHHBIX
MHTEPECOB.

Ecim npu BeIGOpe Mopesielt MHGOPMMUPOBAHHOTO COTJIACHS, TIOAJIEKAIMX 3aKO-
HOMATeJIbHOMY 3aKPEIIEHNIO, OYIyT YUUTHIBATbCS MOPAIbHbIE aCIIEKThI ITPOOIIEMBI,
HOPMOTBOPYECKME TPAEKTOPHUM YCITEIITHO MUHYIOT «YJIOBKY-22».

ABTOHOMMSA U npeaoCTOpoOXHOCTb

HopmarusHoe simpo TpeboBaHMs 06 MHGOPMMPOBAHHOM COIVIACMM — 3alllUATa
aBTOHOMUM ¥ TOCTOMHCTBA JIMYHOCTU, KOTOpAsl MMeEeT IIpaBO Ha CaMooIpeneeHne
B OTHOIIIEHUYM MEOUIIMHCKOTO BMEIIaTe/IbCTBA, BOBJIEUEHMS] B MCCIENOBaHMeE, ITPOLie-
Iypbl O6PabOTKY MEPCOHATBHBIX TaHHbIX.

29 Kopmekc 3TukM ucnonbszoBanus ganubix. URL: https:/ac.gov.ru/projects/project/kodeks-etiki-
ispolzovania-dannyh-5 (gara o6parenns: 02.06.2020).
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IOnst obecneuennst aBroHomum, 1o mHennio @. Bpynrona m X. Huccenbaym,
JIMYHOCTD O/KHA MMETh BO3MOKHOCTb KOHTPOJIMPOBATh CBOM JaHHble: «Kak aBTO-
HOMHbBIE JIMUHOCTY, Mbl 3aMHTEPECOBaHbl B TOM, UYTOOBI OBITH OTBETCTBEHHBIMU
3a pellleHus], KOTOpbIe 3aTParuBalOT HAC JMYHO... KOHTposib Haj MOTOKOM MHMOpP-
Mauym o cebe No3BossieT HaM GOPMUPOBATh “JIMYHOCTHBIA Iy POBON moprper” »30,
C mpyroii CTOPOHbBI, SKCTIOHEHIIMAIbHbBIN POCT 0ObeMa TaHHBIX, TEHEPUPYEMBIX C TTO-
MOIIIBIO IIMAPOBBIX TEXHOJIOTMIA, MOKET IPUBECTY K Upe3MepHOMY OpeMeHM Ijist
OTHENbHBIX JiMil. ['py3 OTBETCTBEHHOCTY 38 KOHTPOJIMPOBAHME CBOMX JAaHHBIX BIIE-
yeT 3a co60M OTKa3 OT paboThl C NJAHHBIMM M PABHOLYIIME K UX MUCIIOJIb30BAHUIO
KeM-Jn60. B 3TOM ciyuae «ynoBKa-22» 3aK/IIOUAeTCsS B TOM, UTO B HEKOTOPBIX CJTy-
yasax MHGOPMMPOBAHHOE COIVIaCKe He TOJbKO He 3allMIIaeT aBTOHOMMIO, HO CO31a-
€T YCJIOBUS JIJIS1 ee Pa3MbIBaHMS.

MudopmupoBaHHOE coriacue CTaHOBUTCS IMPOCTBIM puTyasoM. Hampumep,
npenynpeskaeHue o céope cookie3! mpyu mocereHu HOBOroO caiita. YkasbIBaercs,
YTO JaHHas Mpoliefypa HY)KHA MCKIIOUMTENbHO i Grara moJyib3oBaTesis (KOTO-
PBIN, B OTJIMUME OT «XO3S€B» CaiiTa, HE BCETAa NMOHMMAET, YTO Takoe cookie-dari-
JIbI, JIJI1 YETO OHY HY3KHBI U Kakasi eMy OygeT ImoJib3a).

BeposiTHO, 3m€ech peub UIEeT He TOJbKO 00 yrpo3ax aBTOHOMMM U JOCTOMHCTBY
YyeJjioBeKa, HO M JIPYTMM LIEHHOCTSIM. ITOCKOJIbKY JIIOOM HYKIOAIOTCS B OOLIEHUM
U TIOJTyYEHUM COOTBETCTBYIOIIEN MHMOPMalLMM, OHM JO/DKHBI 3aK/IIOUUTL HecIpa-
BEJIMBYIO, IPUHYIUTEIbHYIO CIeNKy. YacTo GopMbl COTIacus SIBJISIIOTCS IJIMHHBI-
MM U TPYIHBIMM [IJIST TIOHMMaHMsI, ¥ BCE€ OTOBOPKM Ha MCIOJb30BaHMe JTaHHbIX CTa-
HOBATCSI MyCThIM kecToM. OUeBUIHO, UTO 3T (POPMBI HE 0OECIIEUNBAIOT TOIKHOM
3aIMUThI YACTHOM SKMU3HU UM CBOOOMIBI JIFONEN MPaKTUUECKU MPH JII0O0M TOJIKOBA-
HUM STUX TOHATUISZ, Bosblye JaHHble CYILECTBEHHO YCUIMBAIOT YPOBEHb COLIM-
aJIbHOTO KOHTPOJISI HAa CTaIMM MPUHSITUSI CTPATETMUYECKM 3HAUMMBbIX [MIJIT aBTOHOM-
HOM JIMYHOCTY peliieHnii. «busHec-kommannuy, Takue Kak FitBit, Facebook, Amazon
n Google, Tenepp 3HAIOT, KOrMA MOJIb30BaTEM PEIIAIOT OPOCUTH KYPUTD, TIOXYIETh,
IIPOrOJIOCOBATD 33 IEMOKPATOB, CO3aTh CEMbIO MJIM CMEHUTD Mpodeccuior» 33,

HecmoTps Ha o603HaueHHbIE HEJOCTATKU MHGDOPMUPOBAHHOTO COTJIACHS, TIOJI-
HBII OTKAa3 OT 3TOM MPOLeNYPbl UTHOPUPYET MPUHIUI ITPESOCTOPOKHOCTH B paboTe
¢ 6osbimvy manHbIMU. Komuccust mo atmke Hayku FOHECKO onpenensier ero ciie-
IVIOIIMM OOpasoOM: «eCjay MesITeJbHOCTb YeJIOBEKa MOKET IPUBECTY K MOPaJIbHO
HEeIMpyeMIeMOMy YiepOy, KOTOPbI/i BIIOJHE BEPOSTEH C HAyYHOM TOUKM 3PEHMs,
HeOoOXOAMMO MPEINPUHSITh AeMCTBMS, KOTOPhIE ITO3BOJIAT U306eKaTh MY MUHUMMU3MA -
poBath Takou yiep6»34. Poccuiickue mccemoBaTesy, Kak IPaBUIO, aHAIU3UPYIOT
IPUHIUII TIPESOCTOPOKHOCTH B 3KOJIOTO-3TUYECKOM KOHTEKCTe 3>,

30 Brunton E, Nissenbaum H. Obfuscation: A User’s Guide for Privacy and Protest. Cambridge, 2016.

31 Maijisbl, comepyKallye CBeIeHMs O IOCEILEHHOM CajiTe ¥ ayTeHTU(HUKALMIO T10/Ib30BaTeIs.

32 Gould C.C. How Democracy Can Inform Consent. P. 176

33 Lanzing M. «Strongly Recommended» Revisiting Decisional Privacy to Judge Hypernudging
in Self-Tracking Technologies // Philosophy and Technology. 2019. Ne 32. P. 549-568.

34 The Precautionary Principle. COMEST. Paris, 2005. P. 14.

35 Anpecsn P.I. Tlpuanum npemoctoposkHoct. URL: https:/iphras.ru/uplfile/ethics/R C/ed/school 3/
materials/apressyan2.html (gata obpamenus: 12.06.2020); IIpokogwves A.B. I1pobiema npenocTo-
POKHOCTY: HOPMAaTUBHBIN KOHTEKCT, MUCTOKM aKTYaJTbHOCTH, ajJbTepHATUBHbIE pellienys // BecTHUK
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[TpuHIIMT TPEeROCTOPOSKHOCTU, C OTHOM CTOPOHBI, OTUKTYET HEOOXOAMMOCTh
c6opa U XpaHeHus] GOJBIIMX TOJIb30BATEIbCKUX HAHHBIX3®, KOTOpbIE MOTYT BIIO-
CJIEAICTBUY TIPUTOAUTDHCS JJISI PEIIeHUsT COLMAIbHO 3HAUMMbIX MPOOGJIEM; C IPYTON
CTOPOHBI, OH OrpaHMUYMBAET PAbOTy C TAKMMU JaHHBIMY, VCIIOJIb30BaHUE KOTOPBIX
MOXXeT MPUYMHUATD BPeJ, 3M0POBbI0, OKPY’KAIOIIEl Cpele, COMATbHON CTabMUIbHO-
CTU U AD.

OrpaHnuenue mpaBa Ha c60p DAHHBIX BjIeUeT 3a COOOII HeraTMBHbIE MOCIe] -
CTBUS: KBAa3UIIEH3YPY, OTpaHMUeHMe HayUYHbIX UCCIENOBAHUN U X035/ ICTBEHHOMN JIesI-
TeJIbHOCTY, HEBO3MOKHOCTh TOJYUEHUSI COIIaCHs OT KaXkKAOro CyObeKkTa JaHHbBIX
B YCJIOBUSIX ObICTpoOro mpupocrta uHdopmaruu. B Poccun cobiomaercst MpUHIUIT
MMHMMM3AIMM cOOpa JaHHBIX — 3aKOHOZATENb OrPaHMUYMBAEeT COOP MAHHBIX «HA
BCAKMIA CJTy4daii» 6e3 moaydeHns: MHGOPMUPOBAHHOTO cormacus’’,

XpaHeHMe JaHHBIX TaKKe MMeeT sl MOPaJIbHBIX PUCKOB: TOTEPS] JAHHBIX, KO-
TOpbIe HEOOXOAMMO OyZIeT BO30OHOBUTD; XMILIEHNE aHHBIX B MOIIEHHUYECKUX IIe-
JIIX; HeHAJIESKHOCTh CYObeKTa XpaHeHMsT JaHHBIX.

[TpyHLIATT TIPEAOCTOPOSKHOCTY OCOGEHHO aKTyaM3UPyeTCs Ha sTamax o6paborT-
KM U MCIIOJIb30BaHMS OOJBIIMX IAHHBIX: C OOHOM CTOPOHBI, pa3sHOOOpasHOe MC-
MOJIb30BaHME CTYKUT Pa3sBUTUIO HAyKM, SKOHOMUKM, OOIIECTBA; C APYIroOil CTOPO-
HbI, BTOPUYHOE VCIIO/Ib30BaHMEe TaHHbIX 6€3 MOTyUYeHMs COTIaCHsl MOBBIIIAET PUCKU
MIPUYMHEHNMST Bpela KOHKPETHOMY JIMITY MU rpyime jmil. Heo6xogyumo, 4To6b! mo-
TeHI[MabHOe 6JIaro MmepeBelmBaIo MOTEHIMAIbHBIN Bpen,. [IpyHImn mpesocToposk-
HOCTY OOSI3bIBAET PYKOBOICTBOBATHCSI MUHMMAIbHBIM YPOBHEM PUCKA.

HelicTBUe NMPUHLMIIA TIPEIOCTOPOKHOCTY B OlleHKe 3G (PeKTUBHOCTY MHPOP -
MMPOBAHHOTO COTIJIaCMsl OTpaHMUMBAEeT peau3aliuio KOHIENIMM «IJaHHbIe Kak
obiecTBeHHOE 671ar0»38, Tak Kak OH B MEpPBYIO O4yepelb 3alluilaeT MHAMBUIA
" TOJIBKO TOTOM OOIIIeCTBO, OKPY’KAIOITYIO Cpeny U Op. B utore uenoBek momnaza-
€T B JIOBYILIKY: 3aIluIas ce0sl OT MOTEHIMAJbHOTO Bpena O60JbIINX JTaHHBIX MPU
nomoiy MHGOPMUPOBAHHOTO comiacusl, OH OepeT Ha ceOs OTBETCTBEHHOCTb

PYIIH. Cepusi: @unocodus. 2018. T. 22. Ne 3. C. 291-300; [Ipokogwves A.B., Anpecsn P.I. Dxono-

ruveckas stuka. M., 2019; ITonosa O.B. DTuyecKkue MOAXONbl K HOPMaTUBHOMY PETYJIMPOBAHUIO

MCITIOJIb30BaHMsI TeHETUYECKY MOAU(DUIIMPOBAaHHBIX OPTaHU3MOB: €BPOIENCKMI OmbIT // MexnyHa-

ponuoe mpaBo. 2019. Ne 1. C. 28-36; Cuiues A.A., Kypmaesa K.K. DBomonus IpuUHIIAIIA TTPENO-

CTOPOXKHOCTM B 3KOJIOTMUYECKO¥ 3Tuke // 'ymanurapHble Hayku u obpasoBanue. 2014. Ne 1 (17).

C. 100-103.

3akoHomnpoekT Ne 571124-7 «O BHecenun usmeHennit B DemepanbHbiii 3akoH «O6 MHGOpMaLmy,

MH(POPMAIMOHHBIX TEXHOJIOTUSIX U O 3ammre nHpopmamm». URL: https://sozd.duma.gov.ru/bill/

571124-7 (mara o6pamenns: 12.06.2020).

O6paboTKa MMepCOHATBHBIX JAHHBIX TOJIKHA OTPAaHMYMBATBCS JOCTUMKEHMEM KOHKPETHBIX, 3apaHee

OTpeJeNIeHHBIX 1 3aKOHHBIX 1eseit. He momyckaercs 06paboTka mepcoHa bHbIX JAaHHBIX, HECOBME -

CTUMas C 1esiIMu c60pa MepCcoHaIbHBIX AaHHbIX. He momyckaercs: o6benyHeHe 6a3 JaHHBIX, CO-

JlepsKallyx IepcoHasbHble TaHHbIe, 0OPabOTKA KOTOPbIX OCYIIECTBISIETCS B LIEJISIX, HECOBMECTH -

MbIX MeXIy cobovi. O6pabaTbiBaeMble MepPCOHATIbHbBIE JAHHbIE HE NODKHBI ObITh M3GbITOUHBIMU

10 OTHOIIIEHNIO K 3asIBJIEHHBIM IeJIsiM X ob6pabotku (cT. 5 @emepanbHoro 3akoHa ot 27.07.2006

Ne 152-03 «O mepcoHaNbHbIX JaHHBIX»).

38 Taylor L. The Ethics of Big Data as a Public Good: Which Public? Whose Good? // Philosophical
Transactions of the Royal Society of London. Series A: Mathematical, Physical and Engineering
Sciences. 2016. Vol. 374. Issue 2083. URL: https://royalsocietypublishing.org/doi/pdf/10.1098/
rsta.2016.0126 (mara o6pamienus: 02.06.2020).

36

37
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3a BO3MO)XKHbIE€ HEeraTHBHbIE TOCAENCTBUS UX cOopa, XpaHeHusI, 06pabOTKU U UC-
[MOJIb3OBaHMSI.

NTtak, mpoxoskaeHne mpoleaypbl MHOOPMUPOBAHHOTO COTJIACKS JJIST 3aIUThI
COOCTBEHHOW aBTOHOMMUMU U CJIENOBAHMSI IMPUHLNITY MMPETOCTOPOKHOCTU — HeOoO-
XOOMMOEe TpOosiBJieHKe 3apaBoMbicys. OIHAKO B YCJIOBUSIX HAKOILIEHMS GOJBIINX
JaHHBIX Ipoleaypa MHGOPMIMPOBAHHOTO COIJIACUSI PUTYAIU3UPYETCs, TepseT 0COo-
3HAHHOCTb. B CBSI3M ¢ 3TMM HeoOXOmMMbl HOPMAaTMBHbIE M3MEHEHMS MOJeJieil MH-
(bopMMPOBAaHHOTO COTJIACHS, PErJIAMEHTUPYIOIIMX MEPY OTKPBITOCTU GONBIINX ITaH-
HBIX ¥ Mepy JOBEpUs UeJIoBeKa K HUM.

Mepa OTKpPBITOCTH GOJIBIINX AAHHBIX

MHorue mpo6semMbl, 00YCIOBIEHHbIE MHGOOPMMUPOBAHHBIM COTJIACHEM, CBS3aHbI
C COOTHOIIIEHMEM OOIero M MHAMBMUIyaJIbHOrO Oyara. OCOGEHHO 3TO aKTyaJbHO
B ITPOCTPAHCTBE GOJBIINX JAHHBIX, CTUPAIOIIMX TPAHUIIBI MEKIY HEOOXOMUMOCTbIO
MPeIOCTaB/IATh CBeleHMst O cebe, yJaCTBOBATh B Pa3/IMUHBIX MCCIEOOBAHMUSIX U CO-
XpaHeHreM KOH(PUIEHIMATbHOCTY U MPUBATHOCTU. B 9TOI CBSI3M aKTyalIu3upyeTcs
MOTPeGHOCTh B OMpEAE/NeHUM ¥ HOPMATMBHOM 3aKPEIUIEHMU Mepbl OTKPbITOCTU
GOJBIINX JAHHBIX Y MEPBI JOBEPHMsI, KOTOPAs! TIO3BOJIUT YEJIOBEKY, COXPaHSIS IMUHOE
IOCTOMHCTBO, BHOCUTh BKJIa[ B 00Illee 61ar0, OCO3HaHHO yYaCTBOBATh B MPOIIeIype
MH(POPMUPOBAHHOTO COTJIACHUSI, MUHYS <YJIOBKY-22».

[Ipo6siema B TOM, UTO B Ipoliecce 06paboTKM GOBIINX AAHHBIX MOT'YT ObITb
BBISIBJIEHBI KaK peaJibHble, TaK U JIOKHbIE 3aKOHOMEPHOCTH, TIPU 3TOM K aJITOPUT -
MMUYECKMM BbIBOJAM IMPOSIBJISIETCST GOJIbIlIEe TOBEPUS, MOCKOJIbKY MalllMHa (B OTJIN-
Yyie OT aBTOPOB ¥ Pa3pabOTUMKOB aJTOPUTMOB) HE MOXKET MMETh HAMEPEHUS INAC -
KpUMMMHAIIUM, CTUTMATU3ALMK. OTO U SIBASETCS OCHOBHOM IPEmNOCHIIKON [IJIst
MHAVBYUAYAJIbHOTO BbIOOpPA Mepbl MOBEPUS aJfOPUTMaM M JioasM. JlaHHas TeH-
IOEHIMSI OTPaskaeTCsl B HOPMATMBHBIX HOKYMEHTAaX, YCTAaHABIMBAIOIIMX IIpaBuja
OIS «...TIOAepsKaHus TOBepus OGIIeCTBEHHOCTH K AesITeJIbHOCTHM Mo 06paboTKe,
VICITOJIb30BAaHUIO U 3aILMTE Pa3IUUHbIX BUIOB JAHHBIX...» 37,

VHCcTUTYIIMOHAIbHOE TIOAJEepsKaHue JOBepus HEOOXOMMMO, MOCKOIbKY, TIOMUMO
MOJTOSKUTEIbHBIX 3¢ (GEKTOB, CYLIECTBYIOT M HeXKeJlaTeJIbHble TTOCIeNCTBUS ndpo-
BM3ALIMU: yrpo3a KOHOMIEHIMATbHOCTH, CBOGOIEe BbIGOpA ¥ aBTOHOMUM, JAUCKPU-
MMHALMS ¥ MaHUITYJIITUBHOE BO3AENCTBUE, MICUXOJIOTMUYECKUIA, QU3NUECKU U Ma-
TepUaJIbHBIN YIIIEPO.

Mepa fmoBepus, MO MHEHUIO PSIia MCC/IENOBATeseN, HAPSIMYIO COOTHOCUTCS
C MEPOV OTKPBITOCTU JaHHBIX, KOTOPAsl TAKKe SIBJIIETCS ITPeIMETOM MHAVBUAYAb-
HOTO BbIGOPA, BO3MOYKHOTO NP HAIUUMM TEXHUUECKUX, TIPABOBbIX ¥ KOHKPETHBIX
ConMOKYIbTYpHbIX ycioBuii). O. Bapmu-Bunrep n X. Illax oTmeuaror, 4to «as-
TOPUTMBI CaMM TIO cebe MPEBOCXOTHO BBISIBISIIOT 3aKOHOMEPHOCTM B JAHHBIX, HO

39 Komekc 3TVKM MCIOIb3OBaHNS JaHHbIX.

40 Weichert T. Gesundheitsdatenschutz in vernetzten Zeiten // Bundesgesundheitsblatt - Gesundheits-
forschung - Gesundheitsschutz. 2018. Bd. 61. S. 285-290; Ruotsalainen P, Blobel B. Health In-
formation Systems in the Digital Health Ecosystem - Problems and Solutions for Ethics, Trust and
Privacy // International Journal of Environmental Research and Public Health. 2020. Ne 17. URL:
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7246854/ (nata o6pamienns: 04.06.2020).
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HE B COCTOSIHMM YJIOBUTh II€HHOCTHBIE IPUOPUTEThI. DTO 3aBUCUT OT IIOHMMAHMS
KOHTEKCTA, B KOTOPOM JIOJIKeH (PYHKIMOHMPOBATD aJITOPUTM» 4L,

Mepa OTKpBITOCTY TIEPCOHATbHBIX AAHHBIX U JTOBEpHE K pPesybTaTaM UX aJiro-
PUTMMYECKOV 0OpabOTKM OIpeNessIoTCS HaMepeHeM YeJIoBeKa BHECTV CBOM BKJIAJ
B 001ee 6maro. [y obecreuennss CBOGOTHOTO BbIOOPA MEPHI OTKPBITOCTU U MEPBI
IOBepUs B Ipollecce HOPMATMBHOV pa3pabOTKY ONTUMAaIbHOM MOAENM MHGOPMU-
POBaHHOIO COIVIACMSI B MPOCTPAHCTBE OOJBILIMX JAaHHBIX HEOOXOOMMO YUMUTHIBATDH
COIVOKYJIBTYPHbBIE ¥ MEHTaJIbHble OCOGEHHOCTY KOHKPETHOTO coobiiecTBa. bes ux
y4yeTa BOSHMKAET «AedUIUT JOBepUs K TaHHBIM», OTPAsKAIOMINI He@UIUT qoBepus
K OOIIeCTBEHHBIM MHCTUTYTaM. Mepa AoBepus M Mepa OTKPBITOCTY OIpPemessioT
BBIOOP OINTUMAIBHOV MOAe MHGOOPMMUPOBAHHOIO COIJIACHSI, pas3pellaroiieil KOH-
GIVKT MEXIY MHIMBUIYAJIbHBIM M OOIIM 671ar0M C MUHMMAJIbHBIMM ITOTEPSIVIA.

3akJ/roueHue

C pasBuTHeM OGOJBIINX SAHHBIX TPAIULIMOHHBIE (POPMBI MOTyUYeHMS MHPOPMU-
POBAaHHOTO COTJIaCHs MPOoGIeMaTu3upyroTcs. HoBble mpakTuku TpebyIoT paspaboTKu
COOTBETCTBYIOLIMX MOfeJiel MHOOPMMUPOBAHHOTO COTJIACHS, YUMTHIBAIOLINX COOTHO-
IIIeHVe MHAVBUAYATBHOTO 1 00111ero 61ara, Mepy JOBEPMUsI, OTKPBITOCTHU U IPO3pad-
HOCTM JTaHHBIX, O6ecrieueHye 6e30MacHOCTH, IPUBATHOCTY ¥ aBTOHOMMM JIMYHOCTH,
OTpaHNYeHMs], IPeLyCMOTPEHHBIE PUHIUIIOM ITPENOCTOPOSKHOCTMH.

ITU MOIEeIM HAUMHAIOT MPUMEHATHCS Ha MPaKTUKe U MIOTOMY TPeGyIoT Impesa-
PUTETLHOM 3TUUYECKOM SKCIEPTU3BI, TIPEKIE YeM OYIYT 3aKpeIieHbl B HOpMax Ipa-
Ba. [Ipouecc HopMmoTBOpUeCTBa TpeGyeT HAKOIUIEHMsSI M aHajM3a MPakTUK*Z, yuyera
0COOEHHOCTEN MEHTaJIUTEeTA, COIMOKY/ILTYPHOTO KOHTEKCTa, KOTOpble O0YC/IOBIM-
BalOT Mepy OTKPBITOCTU ¥ JOBEPUS K OGOJIBbIIMM JaHHBIM, CIIOCOOCTBYIOT YCTAHOB-
JIEHUIO TPaHUIl MEXKAY KOHGMAEHIMATIbHOCTBIO M IMyOauMuHOCTbiO. PaboTatoriye
Mopenu MHOOPMMPOBAHHOTO COTJIACKS AODKHBI OBITh HAIleJIeHbI Ha 3allUTy aBTO-
HOMMM JIMYHOCTHU, COOITIONEHME TIPUHIIATIA TTPEIOCTOPOSKHOCTY, OOSI3bIBAIOIIIETO M-
HUMU3UPOBATh PUCKM, BbI3BAHHbIE OOJIBILMMHU SAHHBIMMU.

Xesep B « YiIoBKe-22» JaeT OBa pasHbIX oOpasa peajbHOCTM: B MEPBOM YaCTU
KHUTYM Mbl CTaJKMBaeMcCs C abCypOHBIM M IPOTMBOPEUMBBIM MMUPOM, HACTOJIBKO
HeJIeTIbIM, UYTO «He Tpex» U MocMesTbCsa. OIHaKoO B KOHIIE POMaHa MUP CTAaHOBUTCS
Cepbe3HbIM, U UMTATEesIb y3Ke MOXKET MO3BOJIUTb cebe GbITb MOPAJIbHO BOBJIEUEHHBIM
B Ipo6JIeMbl, TIOCTaB/IeHHbIe mcaresiem*3. HoBble Mozme MHGOPMMUPOBAHHOTO CO-
rjacusl B Mupe OOJNBIIMX JAaHHBIX AAIOT HOBYIO HAEXKIY Ha Mepexof, OT GeccMbIC-
JIEHHBIX PUTYajJOB K OCO3HAHHOMY B3aMMOZENCTBUIO, OCHOBAHHOMY Ha B3aIMHOM
YBayKeHUU, IPU3HAHMUY U TIPO3PAUYHOCTM.

41 Varley-Winter O., Shah H. The Opportunities and Ethics of Big Data: Practical Priorities for a Na-
tional Council of Data Ethics // Philosophical Transactions of the Royal Society of London. Se-
ries A: Mathematical, Physical and Engineering Sciences. 2016. Vol. 374. Issue 2083. URL:
https://royalsocietypublishing.org/doi/pdf/10.1098/rsta.2016.0116 (mara o6paiuenus: 02.06.2020).

42 Spector-Bagdadya K., Jagsi R. Big Data, Ethics, and Regulations.

43 Harold ]. The Ethics of Non-Realist Fiction: Morality’s Catch-22 // Philosophia. 2007. Vol. 35. Is-
sue 2. P. 159.
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Big data is changing the usual practices of obtaining informed consent. Traditional informed
consent models stop working because they don’t take into account the speed, volume, and
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variety of collected and processed data. In the traditional model it is extremely difficult to
identify all possible uses for the information received from users, and obtaining secondary
consent is difficult or simply impossible in a situation where data is depersonalized. As a re-
sult, a person signing an informed consent gets into the situation described by ]. Heller
in the novel «Catch-22»: absurd rules aimed at taking care of the individual lead to the op-
posite results. To avoid falling into catch-22, it is necessary to create new models of in-
formed consent (the model of broad (full) consent, the model of dynamic consent, the mar-
ket model, the model of postponed consent, the model of meta consent, the model of multi-
level consent, the democratic model of consent), which can more effectively protect per-
sonal autonomy, confidentiality, privacy and serve as a guarantor of trust in the subjects of
collecting, processing, and using big data. Although the new models of informed consent are
not without drawbacks, a complete rejection of this procedure entails a violation of the pre-
cautionary principle and increases the likelihood of harm to the data subject. At the same
time, following the precautionary principle should take into account the relationship be-
tween the individual and the General good and not hinder the development of different
spheres of public life in the condition of big data accumulation.

The creation of rules governing the receipt of informed consent and the use of data should
be based on an analysis of existing practices and take into account a measure of openness
and trust, which are determined by both personal and socio-cultural characteristics.

Keywords: models of informed consent, big data, measure of trust, measure of openness,
norm-creating
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