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AHHOMauus.

Llenb: cosepwieHcmsosaHue KoHUenmyaabHo-meopemuyeckol 6a3el UHOPMAYUOHHO-NPABOBO20 pe2yaupo8aHus
ob6opoma buosioeuyeckux OaHHbIX Yes108eKa.

Memo0: cucmemHebll aHanu3 UHGHOPMAYUOHHO20 0becneyeHUs NPAMO20 U KOCBEHHO20 UCNO0J1b308aHUA ceedeHuli O
buosI02UYeCKUX MAMepUanax, NPUHAOeXawux Yyesosexy, 8 MeOUYUHCKOU U CMeXHbIX chepax npumeHeHUs 3modll uHgpop-
mayuu.

Pe3ynbmamei: paccmompeHel 8udsbi U hopMbl XpaHeHUsA caedeHull 0 6UO/I02UYeCKOM Mamepualsie Yesi08eKkd, a Makxe
8ce bosiee paclupAUWAACA NPAKMUKA CyOebHO20 ype2yiupo8aHus cnopos 0 HenpagoMepHOM UCNo/1b308aHUU 6UOI02U-
yeckoU, MeOUYUHCKOU U 2eHHOU UH(hopMayuu; oceeweHa cucmema nyoudHbIX U HacmHsIX pOpM XpaHeHUs bUo102u4ecKux
OaHHbIX O YesloseKe; 8aXHbIM 80NPOCOM, AHAIU3UPYEMbIM 8 CMamee, A8/19emca npaso cobcmaeHHocmu Ha buosnozuye-
CKUe Mamepuarsisl 4es08eKa U 803MOXHbIe NPUYUHbI B03HUKHOBEHUS Cy0ebHbIX cnopos8 0 cobcme8eHHOCMU Ha buosioeuye-
CKUe Mamepuarisl 4e108eKa; NPUBEOeHA U/LIIOCMPAyus Mozo, Ymo eOUH020 N0OX00d NPU3HAHUSA 2eHemuyeckoU U 8 4esiom
MeOouyUuHcKoU UHgopmauuu 8 mou usau UHol hopme co6CMB8eHHOCMU 8 3aNAOHbIX CMPAHAX NOKA He 8blpabomaHo, Ho pa-

6oma 8 s3mom HanpaeJsieHuu npoaon)Kaemc;q.

ITo MHeHUo asmopos cmameu, UHMHOPMAYUOHHO-NPABOBOE CONPOBOXKOEHUE A8/IIEMCS UyMb JIU HE BAXHEUWUM 3J1e-

MeHMOM NPasoso2o pexxuma MeduUyUuHCKoU 0esmesibHoCmu.
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OCCUIACKOE 3aKOHOAATENbCTBO COAEPKMNT JOBOJSIbHO

pa3BUTbLIN NPaBOBON pPexnM MHboOpMaLnn O COCTO-

AHUKN 300POBbA, MHGOPMaLMK O daKTopax, BIUAIO-
WMX Ha 340POBbE, MHPOPMALMOHHOrO obecreyeHus B
cbepe 3apaBoOXpaHeHUs (CM., Hanpumep, cT. 22, 23, 91
MepepanbHoro 3akoHa ot 21 HosA6pa 2011 r. Ne 323-03
«O6 ocHOBax OXxpaHbl 3[0POBbA rpaxkgaH B Poccuickon
QOepepaumn»). Bmecte ¢ Tem naHgemma KOBMI-19, oxsa-
TUBLLIAA MPaKTUYECKU BECb MUP, MHble TEHAEHUMW, CO3-
Jaowme KoHONMKTbl U KPU3UCbl B 06MacTi MUPOBOTO
3[1PaBOOXPAHEHNA, OObEKTUBHO TPebyloT AdanbHenlero
COBEPLUEHCTBOBAHWSA 3TOrO PEXMMA, PaBHO KaK 1 HAXOX-
[EHVA afeKBaTHOW peaKkLnmn Ha HEM3BECTHble A0 nocnes-
HEro BpeMeHV acneKTbl UHGOPMAYUOHHO20 obecneyeHus
CMCTEeMbl 34PaBOOXPAHEHNS 1 3aLWUTbl MPaB NauueHToOB ”
WHBIX JINL, Ha KOHpUOeHYud1bHOCMb [5, 6] GUONOrMYecKon
MHpopMaL M o 300poBbe. B CBA3M C 3TUM ANA NOHUMA-

HWA COOTBETCTBYIOLIMX MPO6SieM Hebe3blHTepeceH 3apy-
GEXHbIN MeANUMHCKAA 1 I0PpUANYECKA OMbIT pelleHuns
NHGOPMALIMOHHBIX MPO6NEM, BCTaloWKMX Nepen 34paBo-
OXPaHEeHMEM B HOBbIX YCIIOBMAX, B YaCTHOCTM, B CTPaHax
Esponbi 1 CLUA.

B koHue 1990-x rr. CoBeT EBponbl pa3paboTan nonoxe-
HME O 3aLMTe OT HEMPABOMEPHOIO UCMONb30BaHUS 6UOJIO-
2u4ecKoz20 Mamepuasna 4yesnosexad [2] B Hay4HbIX 1 MeauLMH-
cKux uensx'. Kak ykasblBaeTcs B aKkTe, 61oiormyeckunii Ma-
Tepuan MOXeT XPaHUTbCA U UCNOJIb30BaTbCA AN1A Lienen, oT-
JIYHBIX OT NepPBOHAYANIbHOIO UCMOMNb30BaHNSA, €C/n OblIo
nonyyeHo MH$opmMpoBaHHoe cornacre. CneayeT yyecTb,
YTO JaHHOE MOJIOXKEHNe UCMONb3yeTcAa He ANA BCeX TUMOoB
61oNorMYecKoro MmaTepriana YesioBeka, Hanpumep, BonoCbl
W HOTTV He NoAMNaJatoT NOA PErynmMpoBaHme.

"KoHBEHUMA O 3aLmTe NpaB 1 JOCTOUHCTBA YENOBEKa B CBA3N C Npu-
MEHEHVEM JOCTVXKEHNIN BUonornm 1 meanumnHbl: KOHBEHUMA O npaBax
yenoBeka 1 6ruomeaunumHe. OBbeno, 4 anpensa 1997 r.

* 3anonsckuii Cepzeii Bacunvesuy, 0okmop topuduyeckux Hayk, npogeccop, 3acayxeHHsili topucm Pocculickot ®edepayuu,
2/1a8HbIU Hay4YHbIU compyOHUK IHcmumyma 2ocydapcmea u npasa Pocculickol akademuu Hayk, 2. Mockea, Pocculickaa ®edepayus.

E-mail: zpmoscow@mail.ru

Mecmpukoea AHacmacus AnekcaHOpoeHa, KaHOUOam lopududHecKux Hayk, O0oueHm Kageopsl KOHCMUMYUUOHHO20 U
aoMuHUCMpamuegHoz0 npasa TolbAMMUHCKO20 20Cy0dpcmeeHH020 yHuUsepcumemad, . Toneammu, Pocculickaa ®edepayus.
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UHgopmayuoHHO-npasosoe peaynuposaHue obopoma 6uono2uyecKux OaHHbLIX...

B HacToAee BpemsA B CBA3M C pa3BUTUEM 2eHHOU UH-
JKeHepuu W 2eHHbIx mexHosioeul [11, 12] ncnonb3oBaHve 1
XpaHeHVe 61onornyeckoro maTeprana YesiloBeka Bce yalle
CBA3bIBAETCA UMEHHO C faHHbIMK 0 JHK (KoTopble MOXHO
Mofy4YnTb 13 N060ro HGONOrMYECKOro MaTepuana, BKIO-
Yyas BONOCbl U HOrTW). B 2019 r. cTan n3BecTeH ciyyai He-
3aKOHHOIO MCMOJIb30BaHNA FeHETUYECKNX AAaHHbIX yyacT-
HUKOB MUccnefoBaHui B AQpuKe cO CTOPOHbI M3BECTHOIO
B BennkobputaHMM nccnegoBaTenbCckoro LieHTpa reHoma
yenoBeKaZz ITOT NpUMep elle pa3 NofUYepPKHY BaXKHOCTb 1
HeoOXOANMOCTb MeXYHapO4HOro MPaBOBOrO PErynmpo-
BaHMA MONy4YeHua, nepedayn, XpaHeHns, NCNob30BaHMA
N yTUAmM3aLmm 6onornyeckoro matepmrasna yenoseka. Mpu-
MepamMyn CornalleHnii o nepegaye GUONOrMYECKOro mare-
puana yenoBeka MOryT MOCnyuTb: EgMHoe cornaweHuve
0 nepepaue buonormnyeckoro Matepuana (UB MTA), paspa-
60TaHHOE HALMOHANbHBIM MHCTUTYTOM 3[PaBOOXPaHEHNs
CLUA (NIH)?, a Takke CTaHZapTHOE cornalleHue o nepegaye
6uonornyeckoro matepuana (SMTA 2)*, ncnonb3yemoe Bce-
MVPHOW OpraHmn3auven 30paBoOXpaHeHA.

NccnepoBaHuA onpefeneHHbIX TUMOB KNEeTOK, Mosy-
YeHHbIX 13 006pa3L 0B YenoBeKa 1 KyNibTUBMPOBaHHbIE B J1a-
6opaTopusix, B HACTOsALLEE BPEMSA PACLUMPAIOT MOHMMaHNEe
YyUYeHbIMU MPOLECCOB MHOTMX 3ab0NeBaHN — OT paKa Ao
AYTOMMMYHHbIX 1 HEpOAEereHepaTUBHbIX 3aboneBaHuni, 1
pa3BMBalOT NPETEH3UOHHYI0 MeanLMHY. APKUM NPUMepoM
Asnaetca cnydyan leHpuetTol Jlake; B 1950-x IT. y Hee 6bin
AVArHOCTMPOBaH pakK WenKkn MaTkK, bbina caenaHa 6uon-
CUsl OMYXONK, KNETKM Oblfi COXPAHEHbI U KyJbTUBUPOBa-
Hbl. Y OaHHbIX KJNIeTOK BblABUIIAaCb Of1HA reHeTnYeckasa 0co-
6EHHOCTb: OHV MPOZOIKANN PA3MHOXKATbCA BECKOHEUHO.
Ha3BaHHas B uecTb appoamepuKaHKm, y KOTOpor 1 Obin
nonyyeH OMONOrMYecKUin MaTepuasn, KreToyHasa JUHUA
“HeLa” (TeHpueTTa JIakc) 4O HACTOALLErO BPEMEHWN UCMOSTb-
3yeTcA B MeAULMHCKUX UCCefoBaHuaAx. KneTouHasa nuHma
6bl1a NCNONb30BaHa BO MHOTVX HayuYHbIX 1 MEeLULNHCKMX
nccnefoBaHuAX, BKAOYaA NonyyeHne BaKkLMHbI OT Noau-
oMuenuTa, B UCCNeAOBaHUAX paKa, UHbIX JOCTUXEHUA B
061acTV 3KCTPAKOPNOpPanbHOro OMaoAOTBOPEHUS], reHe-
TMKN N KNOHNPOBaHUA. KomnaHnm maccoBo Npon3BogAaT
KIIETOYHYIO JIVHMIO U MOJlyYaloT Npubbiib, NpY 3TOM HU
leHpueTTa JlaKkc, HM ee HacleQHMKN HUKOrAa He nonyyanu
BO3HarpakAeHUA OT UCMNOJSIb30BaHMA ee reHeTUYeckoro
maTepuana. Knetkn Hela Bce elle ncnonb3sytotcs B nabo-
paTopusx Mo BCeMY MUPY Y MPUHOCAT NpUObINb.

B HacTosALee Bpema 3TOT 1 fpyrve npumepbl UCMOSb-
30BaHUS TEeHETUYECKOro MaTtepuana u 6ronormyeckoro
MaTepuana yesiloBeKa B rpaxkgaHckom obopore [4, 10] Bbi-
3bIBalOT CO CTOPOHbI opraMUeckoro coobuiectsa obecno-
KOEHHOCTb HECOBEpPLUEHCTBOM pPeryinpoBaHUA MNpaBo-
OTHOLLUEHUIN MO NOJTyYEHWIO, NCMONb30BaHNIO, XPaHEHUIO,
nepefaye n yTunmsaumm OGMONOrMYECKOro MaTtepuana

2 Liddell K., Simon D.A., Lucassen A. Patient data ownership: who
owns your health? Journal of Law and the Biosciences, Vol. 8, Issue 2,
01 October 2021.

3URL: http://ipira.berkeley.edu .

4 CTaHpapTHOe cornalleHne o nepegayve matepuana (fao.org). URL:
http://www.fao.org/3/bc083r/bc083r.pdf .

yesioBeKa B paMKax OAHON CTpaHbl U B paMKax MexpayHa-
poaHoro coobuiecTsa.

[MoHATHO, uTO Npumep leHpueTTbl Jlakc He ABnAeTcA
eONHCTBEHHbIM. bornee 13BecTHOe feno, cTaBllee Knaccu-
YyecKkMM AN MHOTMX NpaBonopsaakos — feno Mypa, ubn
paKoBble KNEeTKM Takxe 6bliiv UCMOoNIb30BaHbl ANA nonyye-
HUA KNeTouyHou NnHUN. Ho B oTnnume ot leHpureTTbl, Myp
nofan B Cyq Ha CBOEro Bpaya 3a OTCYTCTBUE UHPOPMUPO-
BaHHOrO COrfnacusa Ha UCMNoJib30BaHME ero 1onornyecKo-
ro matepuana. Cyn He npm3Han KneTkn ceneseHkn Mypa
€ro COOCTBEHHOCTbBIO, KNETOYHasA JINHKWSA, NOyYeHHasa Ha
MX OCHOBe, Oblna Npr3HaHa COGCTBEHHOCTLIO UCCNIel0Ba-
Tenen, KOTopble 3anaTeHTOBaAN ee 1 NoyYnan NProbIb
(ocobo crnepyeT NOAYEPKHYTb, YTO Cyh Npu3Han eé cob-
CTBEHHOCTbIO UCCNefoBaTeNel, NOCKONIbKY OHU eé BblABU-
N Y Bblgenunu)®.

B cnyyae mcnonb3oBaHUA GUONOTMYECKOrO MaTepua-
na yerioBeka, 0COH6eHHO Koraa peyb NAeT O BO3MOXHOCTU
nosyyeHna NpubbINK, AOMKHbI ObITb YeTKMe npasossle
OCHOBAHUSA, KaKUM 06pa3oM MOXKET onpenenaTbcsi NpaBo
COOCTBEHHOCTM Ha BUONOrMYECKNIA MaTepuan UM NpPaBo
WHTENNEKTYaNbHOM COBCTBEHHOCTU Ha FeHETUYECKNIA Ma-
Tepuan. OuyeBMaHO, ANA NOSYYEHUA KNETOYHOWN JIMHUM 1
Lpyrmx cnocoboB UCMonb30BaHNA O1MONOrMyeckoro mate-
pvana yenoBeKa CTOUT NPVHMMATb BO BHUMaHUe paboTy
YUeHbIX, UCCriefoBaTesien, Bpayeln, 3HaHUA Y HaBbIKM KOTO-
PbIX 1 NO3BONAIOT UCMOJIb30BaTh OMONOrNMYEeCKNn MaTepu-
an yenoBeKa A1s U3BneyeHUs Npuboinn. Begb nonyyeHne
NPUObINN CBA3aHO NPEXAe BCEro C HayYHbIMM NCCNIejoBa-
HUAMK 1 pa3paboTkamu [3], a He ¢ cob6CcTBEHHO Bronoru-
yeckmm Matepuanom. Ho, ¢ gpyroi CTOpoHbl, Korga pedb
nget o6 yHuKkanbHom Habope reHos B [1HK, Bo3HMKaeT Bo-
NpPoC: KOMY MPUHAAEXNT MNPaBO UCMONb30BaTb STOT YHU-
KanbHbIl Kog?

B Halwe Bpemsi Bce Oonblue KOMMaHWI npepsaraioT
NpPOBEeCTV reHeTUYecKoe TeCTUPOBAHMe, JaXke B AOMall-
HUX ycnoBuAx (Hanpumep, KomnaHua 23andMe®), npwu
3TOM [aHHble COXPaHAITCA Ha CepBepax KommnaHui, ©
OHU OTKPBITO 3aABAAIOT, UTO He HECYT OTBETCTBEHHOCTb
3a COXPaAHHOCTb AaHHbIX. [Tpy opopmMneH JOKYMEHTOB
[NS UCMOJIb30BaHUA HAabOPOB AJ1si FTEHETUYECKOro TeCTU-
|POBaHUS, HE3aBUCMMO OT O3HAKOMJIEHMSA C MpaBuiaMn ”
NMOHUMaHWSA, aBTOMATUYECKN JAeTCA cornacue Ha apxXunBu-
pOBaHMe 1 KaTanorusauuio pesynbtatoB. MHorve ctpaHbl
B HacTosillee BpeMsa NMPOBOAAT COOP reHeTUyecKnx AaH-
HbIX CBOEro HaceneHns, MaCcCoBbIi aHaNM3 reHeTUYeCckoro
KOHTEHTa MCNoNb3yeTcA AnA MPOrHOCTMYECKOW AuarHo-
CTUKW 1 onpeaenenuns rmobanbHbIX TeHAeHUUI B 0bnactu
3ApaBooxpaHeHua. B ycnosuax naHgemun 2020 r. ctano
0YEBUIHO, YTO peBooUMA B 061acTy cbopa 1 XpaHeHus
[aHHbIX B 34PaBOOXPaHEHN BCEX CTPAH UAET MOJSHbIM XO-
L0M. COBOKYMHbIN €XXerofHbl TeMMN pocTa NPOrHo3mpyeT-
¢ B ob6beme 36% fo 2025 r.,, uTO ObICTPEE, YEM B APYrvX
oTpacnsax. MobanbHaA LEHHOCTb AaHHbIX B CUCTEMe 3apa-

*Moore V. Regents of the University of California, 793 P.2d 479. Cal.
1990.

SURL: http://www.23andMe.com .
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lMpasoeoe pezynuposaHue 8 uHhopmayuoHHom obujecmee

BOOXPaHEHNA TaKXe pacTeT U, Kak oxunpgaetca, B 2022 r.
pocturHeT 34,27 mnpg gonnapos CLUA npu coBoKynHOM
€XXerogHom Temne pocTa B 22%’.

C opnanyeckon TOUKN 3peHna BO3HMKaeT BOMPOC O
BO3MOXXHOCTV NpUoOpeTeHUsi npaBa COOCTBEHHOCTM Ha
6uonornyecknii MaTepman YesioBeka Kak co CTOPOHbI Ca-
MOro Cyb6beKTa, KoMy NMPUHAANEXUT OoNornyecKuin mate-
pwarn, Tak 1 CO CTOPOHbI APYIUX CYObEKTOB, KOTOPbIM Obli
nepefaH 6MonornYeckmin MaTeprian Ha 3akOHHOM OCHOBa-
HUW, NPU HaNUYMM MHGOPMUPOBAHHOTO COracKA.

Mpobnema CoOXpaHeHWUsi 1 UCMONIb30BaHNA AaHHbIX O
[HK, o cocTosHMM 300p0oBbs, 0 BriomaTepumane yesoBeka
cTana 6onee akTMBHO NPOABAATLCA B Nepuos NaHAeMuun.
Bce valye BbiABNATCA PpaKTbl HE3aKOHHOMO UCMONb30Ba-
HUA paHHbIX. Hanpumep, Koponesckas 6ecnnatHasa 6onb-
Huua B Xamnctege (BenvkobputaHua) npenoctaBmna fo-
cTyn K 1,6 M/IH MeQULNHCKUX 3anucern JoYepHen KomMna-
HUM Google ans pa3paboTKM NPOrpammbl UCKYCCTBEHHOTO
WHTENeKTa, KOTopasa aHanu3npyeT AaHHble O pe3ynbTaTax
TeCTOB ANA NaLMEHTOB C PYCKOM OCTPOrO NMopaXKeHus no-
yek®. M Taknx NprmMepoB HeMasno, AOCTaTOYHO YNOMAHYTb
rPOMKME CNOpbl O AAHHbIX CUCTEMbI 3APaBOOXPAHEHNA B
BenvkobputaHum, o clabon crcteme 3alutbl AaHHbBIX U
pucke nepefayun gaHHbIX 26 MJIH NaLNEHTOB CTOPOHHUM
nnUam 1 opraHmnsaymam’.

CrcTemMa HaLMOHANBbHOW CNy»KObl 34pPaBOOXPaHEHUS
(NHS) B BenukobpurTtaHuu, caT KOTOPON — KpPYMHENLLIWA
B CMCTeMe 34paBOOXPaHeHNA, TakKe NoABepranachb Xxakep-
CKMM aTakaM, B pe3yfibTaTe Yero AaHHble OKa3blBanucCb B
OTKpbITOM focTyne'. [pumeyaTtesibHbIM NPUMEPOM ABIA-
eTCA KONNeKTUBHbIN UcK 2019 r. npoTns YnKarckoro yHu-
BepcuTeTa 1 Google o nepenavye MEAULUHCKAM LEEHTPOM
[aHHbIX COTEH TbICAY MaUMEHTOB, M3 KOTOPbIX He Oblnuv
yAaneHbl ngeHTnduLMpyemble AaHHbIe U 3anvcu Bpaden''.

BaxkHO onpepennTb Ana Hauyana, Kakyto nHGopMaLmio 1
KaKue BMabl BMONOrMyeckoro Mmatepuasna yenoBeka crepny-
€T OTHeCTU K KaTteropuu, TpebyioLien ocoboro NpaBoBOro
pexxuma. Hanpumep, Bce BUAbl 6rionormyeckoro matepuana
YenioBeKa; faHHble, XPaHALLMECA B SNEKTPOHHbIX MeANLMH-
CKMX OTYeTaX; AaHHble O KNUHUYECKNX UCMbITAHUAX, FeHETU-
yecKkme faHHble yenoBeka. Ho kakum 06pa3omM MOXHO npo-

7 WiseGuy Reports, Global Big Data in Healthcare Market
Development and Demand Research Report—Forecast to 2022 (2016).
URL: http://www.wiseguyreports.com/reports/795043-global-big-data-
in-forecast-to-2022 .

8Powles J., Hodson H., Google DeepMind and Healthcare in an Age of
Algorithms, 7 Health Tech. 351 (2017); On behalf of the DeepMind Health
Team et al., Letter in Response to Google DeepMind and Healthcare in an
Age of Algorithms, 8 Health Tech. 11 (2018).

° Donnelly L. Security Breach Fears Over 26 Million NHS
Patients, The Telegraph, Mar. 17, 2017. URL: http://www.telegraph.co.uk/
news/2017/03/17/security-breach-fears-26-million-nhs-patients .

'®McGoogan C., NHS Sexual Health Clinic Fined £180K for Patients’
HIV Status Leak, The Telegraph, May 9, 2016. URL: http://www.telegraph.
co.uk/technology/2016/05/09/nhs-sexual-health-clinic-fined-180k-for-
patients-hiv-status-leak .

" Wakabayashi D., Google and the University of Chicago Are Sued
Over Data Sharing, N. Y. Times, Mar. 26, 2020. URL: http://www.nytimes.
com/2019/06/26/technology/google-university-chicago-data-sharing-
lawsuit.html .

KOHTPONMPOBaTb XpaHeHWe 1 nepeaavy AaHHbIX, eCv Co-
BPEMEHHbIE TEXHONIOTUI MO3BOJIAIOT MOJyYaTb CBeieHNs O
3poposbe 1 IHK B gomMaluHmx ycnosusx (Apple Watch, Fitbit,
reHeTuueckue Tectol 23andMe, Ancestry.com)?

EBponencknii pernaMmeHT Mo 3awute AaHHbix GDPR'
onpepenseT nepcoHasnbHvie 0aHHble [1] Kak noby WH-
dopmaumio, oTHocALyOCA K ngeHTndrumpyemomy Grsn-
yeckomy nuuy.

NHbopMaLma o COCTOAHUN 300POBbA NaLMEHTa UMeeT
HeCKoNbKO 0COOEeHHOCTe, KOTOPble YCIIOXKHAKT BOMPOC O
TOM, [JOJIXKEH I 3aKOH MPU3HaBaTb NaLVEeHTOB COOCTBEH-
HUKaMu nHGopmauun.

Bo-nepsbix, MeguumMHCKaa NHGOPMaLNA MOXET UMETb
KaK KIIMHMYECKYI0, TaK M JIMYHYI0 3HaUMMOCTb. Hanpumep,
POCT 1 BecC YesnloBeKa OMuCbiBaloT 6e306uaHble JaHHbIE,
HO MOTyT ObITb MCMONb30BaHbl ANA AMAFHOCTUKM (AKTO-
OB pyrCKa AJ1sl 30POBbS, B YaCTHOCTU, TaKMX, Kak aAnabet
n 6onesHn ceppua. Mo3ToMy NOCTaBLWUK MeAULIMHCKUX
yCnyr MOXeT paccMaTprBaTh AaHHY MHPOpMaLMIo Kak
CTAaTUCTUYECKYIO, @ /1A MALVIEHTA OHa ABASETCA JIMYHON 1
YaCTHOM, KOTOPYHO OH 6bl He xoTen aduNpPoBaTh.

Bo-emopebix, LUEHHOCTb MeAUUMHCKOW WHpopMaLmmn
N5l IeYeHUs BapbupyeTcA B 3aBUCKMOCTY KakK OT CamMoW
nHGopMaL MK, TaK U OT CTEMNeHN ee JOCTYNHOCTU TPETbUM
nuuam. Hekotopble cBefieHNA MOryT 6biTb abcontoTHo bec-
CMbIC/IEHHbI /151 Bpaya WM NauueHTa, HO MEeTb 3HaUYeHne
ANA CUCTEMbI 34PaBOOXPAHEHUSI OfHOW CTPaHbl UK BCEro
MUpPOBOro coobuiectsa. Hanpumep, nocnefgoBaTeibHOCTb
reHoMa COJEpPXUT 6OoJNbLIOE KONMUYECTBO WHPOpMaLmK,
KOTOopas He NMeeT HMKakom LeHHocTr (noutn 100 000 Hy-
KNeoTnaoB B JII0O60OM reHOMe He MMEIT YETKMX U3BECTHbIX
nocneacTBUi Ans 340PO0Bbs), HO C Pa3BUTUEM TEXHOJNIOT A
N HayKN OHW MOTYT ObITb MCMONb30BaHbl, @ 3HAYUT, IPUO6-
PETYT CBOI 3HAUMMOCTb U LIEHHOCTb.

B-mpemobux, NaHHble O COCTOSIHMM 300POBbs MaLMEHTa
MOTYT BKJtoYaTb UHPOPMaLMIO O TPeTbMX Nnuax (YneHax
cembn). Kpome Toro, MHGopmaLma o COCTOAHUM 340POBbA
MOXET METb NMOCNeACTBYA 415 APYTUX NoAeN: Hanpumep,
MauueHT 3axXoUeT CKPbITb UHPOPMaLUI0 O FreHEeTUUYECKOM
3aboneBaHN, UTO MOXKET MOCNYXKUTb PUCKOM ANA KN3HU
1 3[0POBbs APYrOro YsieHa CEMbU, KOTOPbIN TaKXKe MOXET
6bITb HOCUTeNeM 3abonieBaHUA.

B-yemeepmebix, BakHO MOHUMaTb, YTO MHbOPMaUWUA,
nepefaHHas MaUVMEHTOM B MEAULUMHCKYI OpraHu3auuio,
pPaBHO Kak 1 GMonorMyecknii Mmatepman yesioBeka, npe-
TeprneBaeT MHOFOUYMNCIIEHHbIE MHTEPMPETALUN 1 aHaNK3.

Cama no cebe MHPpopmaumsa 1 BLUONOrMYeCcKNiA MaTe-
puan yenoeka 6e3 MCNosib30BaHWA NPOPECCMOHANbHbBIX
HaBbIKOB HE MMEIT HUKAKOro 3HaYeHunst. OwmnboyHo nona-
raTb, UTO BCSI MEAMLIMHCKAA UHPpOPMaLUSA ABNAETCA KOHU-
O0eHyuasbHoU, KNIMHNYECKM MONe3HOWN NI SKOHOMUYECKN

2 PernameHT EBponeiickoro Mapnamenta n Coseta EBponelickoro
Coto3a 2016/679 ot 27 anpens 2016 r. o 3awute Gr3NYECKUX KL, Npn
06paboTKe NepcoHanbHbIX JaHHbIX 1 O CBOGOAHOM ObpaLleHNN TaKmx
[aHHbIX, a Takxke 06 oTMeHe [npekTunebl 95/46/EC (O6wwmin PernameHT o
3aluTe nepcoHanbHbIX AaHHbIX)1 (General Data Protection Regulation,
GDPR).  URL:  http://www.eurasiancommission.org/ru/act/texnreg/
depsanmer/consumer_rights/Documents .
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yeHHoU, T. e. NPUBUSIETMPOBAHHOMN, Y XPaHUTCA B peXKume
COOTBETCTBYIOWMX TaliH (MeaWLMHCKOW, BpayebHon, fo-
Hopckow [8]). Kpome Toro, oueBUAHO, YTO UHAVBUA HE AB-
NAeTCA eAVHCTBEHHbIM MCTOYHMKOM MHbOpMaLmy o cebe.
NH$opmMaLms o 300poBbe YenoBeKa MOXKET UCXOANTb KaK
OT CaMOro 3TOro YenoBeKa, Tak 1 OT UJIEHOB €ro CembM.
OHa MoKeT 6bITb 06LLeoCTyNHON (Hanprumep, BUgMMble
XaPAKTEPUCTUKY — LIBET KOXW), UMETb «MOJynyOanyHbIN»
XapakTtep (Bec 1 pPocCT) UM OTHOCUTBLCA K CYrybo yacTHom
NHPopmaL K (reHeTUYeCKne faHHbIe).

CTOPOHHUKOB BBEAEHWUS MPABWUI 3aLWTbl [AAHHbIX U
NHpopmMaL KM, 0COO6eHHO NP UCMONb30BaHUN Bronornye-
CKOro MaTepuasna yesioBeKa, CTaHOBMTCA Bce GonbLue. Mpur
3TOM MpPEeBaNUPYET NO3MLUS UMEHHO FPaXAaHCKO-MpPaBo-
BOrO PErynMpoBaHnsA CO CTOPOHbI OOLLECTBEHHBIX 1 MNpa-
BO3alMTHbIX opraHm3aumi [10]. Hanpumep, Spuk Tonon,
MexXayHapoaHbii nugep ObliecTBa 3alyThl Bpayen u nuc-
cnefioBaTenel, 3asABAeT, YTO NPaBOo MaLNEHTOB Ha AaHHble
[OJPKHO paccMaTpurBaThbCA Kak BelyHoe npaso'. CxofHoe
MHeHVe Bblpa3un 3kc-npesngeHT CLUA bapak Ob6ama, yT-
BEPXKAas, UTO eC NCCNIeA0BaHVe MPOBOAMTCA Ha FreHax, TO
cnefyeT cUMTaTb COOTBETCTBYOLME CBeieHNA COOCTBEHHO-
CTblo yenoBeka'. MNpy 3TOM Hefb3sA He OTMETUTb Pa3BUTME
chepbl XpaHeHVA 1 Nepefayun AaHHbIX Kak Ha YPOBHE YacT-
HbIX OpraH13aLuii, Tak U Ha rocyAapCcTBEHHOM ypoBHe. Ha-
npumep, Healthbank B LUBeluapun npegnaraet peBooLu-
OHU3MPOBaTb CNOCO6bl 0OMEHa, XPaHEHUSI U MOHETM3aLUK
NepCcoHasbHbIX MeANLNHCKIX JaHHbIX'.

MepnurHcKue paboTHUKN, YHUBEPCUTETHI, hapMaLeB-
TUYecKre KomnaHuu, 6nobaHKKM, opraHM3aumm KnmHude-
CKMX MccnefoBaHni U pa3paboTurKky NPUNOXKEHUN TakKe
NpeTeHAYIOT Ha NpaBo cobcTBeHHOCTU. Hanpumep, psag
KpYMHbIX 61MO06AHKOB, KOTOpPble MHBECTUPYIOT MUIMOHBI
JonnapoB B cO0p, XpaHeHne n 06paboTKy AaHHbIX, 060-
3HAYalOT CBOE MPABO COOCTBEHHOCTM Ha Komnyekuun bro-
NOrMYecKoro mMatepuana YesioBeka M CBfi3aHHble C HUM
JaHHble. HanpoTus, B npoekTte «100 000 reHomoB» Benu-
KoOprTaHMM 0COB60 MOAYEPKMBAETCSH, UTO faHHble Mpo-
€KTa, Co3[aHHble UM MOJyYeHHble B XOfe BbINOJIHEHWA
MpoekTa, BKNOYana NocnefoBaTeNbHOCTM FreHOMa U KITUHN-
Yyeckue JaHHble YYaCTHUKOB, ABSIOTCA 20Cy0apcmeeHHoU
COOCTBEHHOCTbIO'S. AHaNoOrMYyHas NONNTUKA BCTpevaeTca

'3 Patient Data Ownership ‘a Civil Right that’s yet to be Granted,
Says Topol, BR. J. Healthcare Comput. (2016). URL: http://www.bj-hc.
co.uk/patient-data-ownership-civil-right-thats-yet-be-granted-says-
topol; Versel; Dvorak K., Why Health Data Ownership Is a ‘Civil Right,
Fiercehealthcare (2015). URL: http://www.fiercehealthcare.com/it/why-
health-data-ownership-a-civil-right .

' Davis J.H., President Weighs In on Data From Genes, The New York
Times, Feb. 25, 2016. URL: http://www.nytimes.com/2016/02/26/us/
politics/president-obama-weighs-in-on-data-from-genes.html

5 Gunz D. et al., Healthbank—Your Global People-Owned Health
Data Transaction Platform, 13 Orphanet J. Rare dis. 17 (2018).

'® Genomics England, Intellectual Property Principles for 100,000
Genome 2 (2016) intellectual property principle 2. The point is qualified
in relation to genome sequences: ‘Genomics England does not seek to
own any individual’s genome sequences. Where this policy refers to
ownership or licensing of assets in the context of genome sequences,
such references are intended as a reference to ownership or licensing of
rights to data and other intellectual Property which subsists in, claims

B aBCTPANIMNCKOM 61MobaHKe TKaHel paka MOSIOYHOM Xe-
ne3bl, KNTACKOM brobaHke KaHaypu, 6a3e gaHHbIX reHo-
Ma J1aTBru, 6riobaHKe KaponnmHCKOro MHCTUTYTa Y MHOTUX
Apyrux 6uobaHkax no scemy mupy'’.

Bonpoc o nprvMeHeHWr UHCTUTYTa COBCTBEHHOCTU K
6uonornyeckomy martepuany 4esioBeka 1 AaHHbIM, CBA-
3aHHbIM C MONy4YyeHVeM, XpaHeHMem W nepepavent WH-
dopmauum o G1oNorMyeckoM mMaTepurane 4YesioBeKka, mMe-
OVUUUHCKAM 1 TeHeTUYeCKUM [aHHbiM TpebyeT ocoboro
1 TwatenbHoro noaxopaa. OnpeneneHHO roBopuTb 06 OT-
HOLLUEHMAX COOCTBEHHOCT MOXHO TONIbKO MPY Hannumm
HeCKOJbKMX KpUTepueBs: BeLb JOKHa ObiTb NIerko onpe-
Lennma 1 oTrpaHMYeHa oT APYrux Bellyel, Bellb JOJKHA
ObITb UCKITIUNTENBHON B CUITY MPUPOAbI UM B CUJTY 3aK0-
Ha, [JOJKHbI HaNMYeCTBOBaTb: BO3MOXHOCTb ONpeaennTb
nepBOHayanbHOe W nocnegylollee BnageHne, BO3MOX-
HOCTb YCTaHOBUTb KOHTPOJb 3a Nepepauein Bewn (B ToM
cfnyyae, Korga nepefava ocTaeTcA NpakTUYecKn Hesame-
YeHHOW CNOXHO YCTaHOBUTb OTHOLLEHWA COOCTBEHHOCTM).

Ecnv nocmoTpeTb Ha 3apybexHyto cyaebHyto npaktu-
Ky, TO NOKa 3aTpyAHUTENbHO roBOpUTb 0 GopMMpPOBaHMM
Kakoro-nnbo eanHOro nogxofa K Mpu3sHaHWO COOCTBEH-
HOCTbIO MEAVLIMHCKON 1 FTeHETUYECKON NHbOPMaLUK, Kak
n nHbopmauun B Lienom. BepxosHbliii cyn ®paHuum 3assun
O BO3MOXHOCTM Npu3HaHMA $aKTa Kpaxu AaHHbIX, ecnuy
OHWU 3arpy»aloTcs yaaneHHo 6e3 U3bATUS KOMMbIOTEPHOrO
obopyposaHua'®. QepepanbHbiil BepxoBHbii cyn lepma-
HUM NOCTaHOBWJI, YTO MPOrpaMMHoe obecrneyeHre MoXeT
ObITb NPEAMETOM COOCTBEHHOCTY U MOTEPSA AAHHbIX ABJSA-
€TCA LieHHbIM 0O beKTOM, KOTOPbIV CrielyeT yunTbiBaTb Npu
oLeHKe yulepba'. Kpome Toro, BONpoc 0 cOGCTBEHHMKE
MHOPMALMN OCTAETCA OTKPBITHIM. ..

CnepyeT nofyepkHyTb, UTo OM3HeC oKasblBaeT BNU-
AHVe Ha GOpMUPOBaHME MOHUMAHWA, UTO BrafesbLem
UHPOpMaALMLN ABNSAETCA opugmyeckoe unm ¢usnyeckoe
N0, KOTOPOEe reHepupyeT AaHHble, a He nauueHT. Bep-
XOBHbIV cyf, HoBow 3enaHanu Bbipa3un MHeHue, 4To und-
poBble dainbl, cogepkawme MHbGopMaumo, MOryT pac-

and/or covers genome sequences’; Genomics England, Genomics
England Intellectual Property Policy 7 (2017).

7 Million Women Study, Million Women Study Data Transfer
Agreement 4 (2015), 9 Reservations; Australian Prostate Cancer
BioResource, Material Transfer Agreement 3, 7.2 Property & Rights;
Australian Breast Cancer Tissue Bank, 6 (2010), 4 Ownership Rights; China
Kadoorie Biobank, CKB Data Access Agreement 7 (2015), 7 Intellectual
Property; Latvian Biomedical Research and Study Centre, Material and
Data Transfer Agreement 3, 3 Rights; International Agency for Research
on Cancer, Material Transfer Agreement 3 (2014), 3 Rights; Karolinska
Institutet, Agreement on the Transfer of Human Biological Materials 2
(2016), 3 Transfer of Biological Materials and Personal Data; Indian Sapien
Biosciences, Material Transfer and Research Collaboration Agreement 6,
5 Ownership and Rights; THL Biobank, General Terms of Access 5 (2018)
Ownership and Intellectual Property.

'®  European Commission, Legal Study on Ownership and
Access to Data 45 (2016) (citing P. Berlioz, Consécration du vol de
Données informatiques. Peut-on Encore Douter de la Propriété de
L'information? 4 Revue des Contrats 951 (Dec. 1, 2015)).

' Duch-Brown N., Martens B. and Mueller-Langer F., The Economics
of Ownership, Access and Trade in Digital Data, European Commission,
Jrc Technical Reports: Jrc Digital Economy Working Paper 2017—01
(2017) at 12. URL: http://ec.europa.eu/jrc/sites/ jrcsh/files/jrc104756.pdf .
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CMaTpPUBATLCA KaK NnyHaa cobctBeHHocTb®, B CLUA oguH
wrat (Hblo-Tamnwwmp) paccmatpusaet nHbopmaLumio B Me-
AVILVHCKOWM KapTe B KayecTBe COOCTBEHHOCTU MauueHTa,
nAaTb wratoB (AnAacka, Konopago, ®nopuga, Oxopaxus,
JlynsanaHa) Npur3HaT reHeTuyeckyt uHdopmMaumio cob-
CTBEHHOCTbIO JI1LA, OT KOTOPOro OHa NPOVCXOANnT?.

B HacToAwee Bpema meguuMHCKas MHbopMauma u
JINYHblE [AaHHble B OOJbLUMHCTBE CTPAH 3allMLIAOTCA
TOJIbKO NMOCPeACTBOM B3ATUSA MHGOPMUPOBAHHOIO COra-
s, T. e. packpbiTre nHbopmauum [onycKkaeTcs, HO Npu
COrMacumn rpakgaHUHa, MOslyYeHHOro B YCTaHOBJIEHHOM
3aKOHOM nopsAake. EBponenckuin pernameHT no 3awute
fdaHHbIx (GDPR) npepctaBnaeT coboi aKT, 3awuLatowmnii
UHpopMaLmio o 340poBbe CybbekToB. OH OXBaTbiBaeT
06paboTKy AaHHbIX KaK B 9N1eKTPOHHOM BUfE, TaK U Ha By-
MaHbIx HocuTenax. CornacHo aHHOMY aKTy, NePCOoHab-
Hble laHHble NPeACTaBNAT cobol NbY NHPOPMaLKIO,
OTHOCALLYIOCA K MAEHTUOULMPYEMOMY CYObEKTY.

NHpopmaLma o 300poBbe 1 reHeTUYeckasa nHbopma-
LMs OTHOCATCA K 0coboli KaTeropum (Hapagy € AaHHbIMK
O MPOUCXOXKAEHUN NPELKOB, PENUMMO3HbIX yoexxKaeHUsAX,
NONUTMYECKNX B3rNAdax Y CEKCYanbHOWM XN3HW); 3TW AaH-
Hble CYMTalTCS 0CO60 KoHdUaeHUManbHbIMK 1 GDPR 3a-
npewaeT UX UCMONb30BaHMe, 3a NCKJTIDUYeHNeM cneluanb-
HO MepeumnciieHHbIX cutyauuin. Kpome toro, 0603HaueHbl
C/lyyan 3aKOHHOW 06paboTKM MeAULMHCKON MHbOpMa-
uunn: cybbekT fan ABHoe cornacue, obpaboTka Heobxoaum-
Ma A1Aa okasaHWA MeAULMHCKON nomoluy, cybbekT obHa-
pofnoBan cBou iaHHble. be3 cornacus cybbekTa 06paboTKa
[aHHbIX [ONyCKaeTcsA ANA HayuYHbIX UCCNefoBaHUN, CTaTuh-
CTUYECKUX Lienelt, B 06LeCTBEHHbIX NHTepecax B 06nactu
06LLEeCTBEHHOTO 3[1paBOOXPaHeHNs (Hanpumep, ans obe-
cneveHns BbICOKUX CTAaHAAPTOB KauecTBa 1 6e30MacHoOCTH
OKa3zaHua MeanumMHCcKon nomowm). GDPR TakXe coaepXut
OCHOBHbIE NPUHYUNbI, KOTOPbIE JOJIXKHbI COOMI0AATh orne-
paTopbl Npu 06paboTKke MNepCoHaNbHbIX AaHHbIX: Moy-
HOCMb, NpO3payHoCMep, Ues10CMHOCMb, KOHGPUOeHYUAd b-
Hocmb 1 6e3onacHocme [6].

C NoNNTNYECKON TOYKUN 3PEHUA MOXHO BCTPETUTb He-
CKOJIbKO JOBOZOB B MOJNb3y BBeeHNA 0coboro Braa cob-
CTBEHHOCTU Ha MEAULUHCKYIO MHPopmMauuio. MpaBo cob-
CTBEHHOCTW MO3BONUT B 64nbLIeN Mepe 3alWUTUTb UHTE-
pecbl NayMeHToB B MHGOPMALIMOHHOM CaMoonpeaeneHnin
(To ecTb B asmoHomuu [1] n KoHpudeHyuaneHocmMu); Bna-
LeHVe MeguUMHCKON MHpopMaLmein No3Bonnno 6ol nony-
YyaTb GUHAHCOBYIO BbIFOAY, TakK KaK C KaXKAblM rofom yBe-
NINYMBAETCS MPUOBUTBHOCTD Chepbl MeANLMHCKUX YCIYT;

2 Bridge et al. Supra note 121, at para 9—045. The case has been
criticized: Low K. F. K., Llewelyn D. Digital Files as Property in the New
Zealand Supreme Court: Innovation or Confusion? 132 |. Quart. Rev. 394
(2016).

21 Leslie E.Wolf L. E. et al. The Web of Legal Protections for Participants
in Genomic Research, 29 Health Matrix 1, 3 (2019). McGuire A. L., Roberts
J.and Evans B. J. Who Owns the Data in a Medical Information Commons?
47 J. L. Med. & Ethics 62, 32—65 2019; Witte Joke I. de and Have H.
Ownership of Genetic Material and Information, 45 Soc. sci. Med. 51
(1997). Contreras shows that U.S. courts have also been willing to treat
‘intangibles’ as property in a variety of contexts; Contreras J. The False
Promise of Health Data Ownership, 94 N.Y.U. L. Rev. 624, 634—35 (2019).

6yaeT ynopsagoyeH npoLecc noayyeHus 1 NCrnonb3oBaHuA
nHbopmaLmu; ycTaHOBNEHNe nNpaBa CO6CTBEHHOCTM Npw-
BieYeT HOBblE MHBECTMLUWM B MHHOBALMOHHbIE CUCTEMbI
chepbl 30paBoOOXpaHEHUA?,

CyLecTBEHHO M 3HAUMMO TO, YUTO MHTEPECHI CTOPOH MNpu
NCMONb30BaHNN MeAVLUHCKOW MHPOpMauuy He Bcerga
coBrnagaloT. MayuneHT 3auHTepecoBaH B MeLULNHCKOW UH-
dopmauuy Ana nonyyeHnsa NPaBUbHOrO MEAULIMHCKOIO
obcnykmBaHMA 3a 000CHOBaHHYIO NNaTy 1 B Hag/iexalyem
YPOBHe 3al1Tbl CBOel KoHbUAeHUanbHom MHGopmaumu,
GUMHAHCOBBIX MHTEPecoB M aBTOHOMUW. MMOCTaBLUK Me-
OVNUMHCKUX YCNYT 3auHTepecoBaH B NpodeccrioHanbHOM
neyeHnn NauueHTa, HO 1 B NMPOABUXEHUN NCCIE[OBaHNIA,
YYULWEHNN CUCTEMbI 34PaBOOXPaHEHNA U MOBbILEHNN
abdekTnBHOCTM ycnyr. Kommepueckme opraHusauum B
cdepe 3apaBooxpaHeHA 3aUHTEPECOBaHbl B UHHOBALMAX
B LleniAX yBenuyeHna npubbinuy. ECTb 60nbluoe KonmyecTso
CTOPOHHWKOB MPU3HAHUA MeaULMHCKON nHbopmaLmm ro-
Cy#apcTBEHHOW cobCcTBEHHOCTbI0®. OAHAKO, KaK MoKasbl-
BaeT OMbIT, FOCYAAPCTBO TaKXKe He ABMAETCA HafLeXHbIM
Cy6BEKTOM MO XPaHEHMIO N 3aKOHHOMY MCMOJIb30BaHNIO
nHdopmaumn. Cnyyan, korga HaumoHanbHas cuctema
3paBooxpaHeHnsa BenukobputaHum nepepana AaHHble
DeepMind Google*, a Takxe cpenku mexzgy MuHucTep-
CTBOM 3apaBooxpaHeHna CLUA v KpynHbiMu Kopriopauumsa-
MW O Nepefaye faHHbIX?, K COXKaneHnto, He eJMHCTBEHHbIe
NprMepbl HEMPABOMEPHOTO elCTBUA FOCYAapPCTBEHHbIX
MeAVLMNHCKNX OPraHoB.

Ewe ogHO npeanoxeHre, KOTOPOe Bbi3Bano Hanbosb-
LUWIA MIHTEPEC CO CTOPOHbI YUEHbIX 1 OPUCTOB, — 3TO yCTa-
HOBNEHWe mpacma npu ynpaeneHny AaHHbIMU, UK JoBe-
pUTeNIbHOTO YNpaBieHns, KOTopoe ByaeT BKtoYaTh B cebA
BEAEHNE peecmpad KNMNHNYECKX LAaHHbIX, [ONTOCPOYHOe
ynpasfieHVe [aHHbIMK, pacnpefenieHne KOMIMIEKCHON
CTOMMOCTU MEXAY YYaCTHUKaMU COTPYAHMNYECTBA, MUHN-

2 Contreras J. L, Rumbold J., Pierscionek B. Patient Data Ownership.
Jama 935 (2018); Determann L. No One Owns Data, 70 Hastings L.J. 1 (2019).

2 Alstyne Van M., Brynjolfsson E.and Stuart M. Why Not One Big
database? Principles for Data Ownership, 15 decis. support syst. 267 —
284 (1995); Purtova N. The Illusion of Personal Data as no One’s Property,
7 I. innov. tech. 83 — 111 (2015); Montgomery J. Data Sharing and the
Idea of Ownership, 23 The new bioethics 81 — 86 (2017); Rodwin Marc
A. The Case for Public Ownership of Patient Data, 302 Jama 86 (2009);
Hall M.A. Property, Privacy, and the Pursuit of Interconnected Electronic
Medical Records, 95 lowa |. rev. 631 — 663 (2011).

2 Powles J., Hodson H. Google DeepMind and Healthcare in an Age of
Algorithms, 7 Health Tech. 351 (2017); On behalf of the DeepMind Health
Team et al. Letter in Response to Google DeepMind and Healthcare in
an Age of Algorithms, 8 Health Tech. 11 (2018); Powles J., Hodson H.
Response to DeepMind, 8 Health Tech. 15 (2018).

2> Helm T. Patient Data from GP Surgeries Sold to U.S. Companies, The
Guardian, 2019. URL: http://www.theguardian.com/politics/2019/
dec/07/nhs-medical-data-sales-american-pharma-lack-transparency;
Helm T. Revealed: How Drugs Giants Can Access Your Health Records, The
Observer, 2020. URL: http://www.theguardian.com/technology/2020/
feb/08/fears-over-sale-anonymous-nhs-patient-data; Confidentiality
Advisory Group, Minutes of the Meeting of the Confidentiality Advisory
Group 2—5 (2018); Lintern S. Conservative Government Giving NHS Data
to Amazon for Free, Documents Reveal, The Independent, 2019. URL:
http://www.independent.co.uk/news/health/amazon-nhs-data-access-
uk-government-contract-a9237901.html .
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MU3aLMI0 PUCKOB MPW MUCMONb30BaHUN AaHHbIX?. CTout
TaKXXe yumTbIBaTb, YTO HBECTULIUM cenvac TpebytoTca ans
co3paHuA UHGPACTPYKTYpbl B 06nacTy ynpasneHna faH-
HbIMK, NO3TOMy 6uobaHKKM, nccneaoBaTenbCckmue KOHCOpP-
LMyMbl, MOCTABLUKN MEeQULMHCKMX YCIyr paboTaoT Hag
WHMLMATBaMK, CBA3aHHbIMK C cucmemamu obpabomku
O0aHHbIX, CNCTEM KOAMPOBaHMA, NPOTOKONaMU CTaHAapTU-
3aUun U APYrUMKU UHCTPYMEHTaMW O MOBbIeHUs 3¢-
bEKTUBHOCTM CUCTEMBI YTPaBIeHNA JaHHbIMU U UX Nepe-
Jaye, BK/oYaa MexayHapoaHbIi obmeH [7].

CnenlyeT Npr3HaTb, UTO Pa3fvyHble NMOAXOAbl K PeLIeHMIo
BOMpOCa COOCTBEHHOCTM Ha GUOMOrMYeCKMin MaTepran Je-
NoBeKa KpalHe MpoT1BOpPeYMBbI, MOCKONbKY Cpa3y accouu-
UPYIOTCS C MPeACTaB/IEHMEM O YeTOBEKE Kak O TOBApE; Mpu-
HaZIeXKHOCTb NpaBa COOCTBEHHOCTU Ha BUONOrMYECKIN Ma-
Tepvian yenioBeka AOHOPY WA APYrM NMLaM Co3faeT elle
6orbLLe PUANYECKUX KOMTU3UIA B OTCYTCTBUE HOPMATUBHO-
ro perynmposaHus. C ofHOW CTOPOHbI, AOHOP, 0bnafas Bcel
MOJSIHOTOM NMPaBOMOYUNIA Ha CBOW BMONOrMYeCKiA MaTepuan,
MOXET TOPMO3U1Tb Pa3BUTUE HAYKU 1 MeauuuHbl. C Apyroin,
nepexof npasa CO6CTBEHHOCTY K UHBbIM NLAM MPUBOANUT K
HernpaBOMEPHOMY WUCMOMb30BaHMI0 G1ONOrMYEeCcKoro mare-
pviana 1 N3BNeYEHNIO NPUODLIIY, Ha KOTOPYIO JOHOP BMOJIHE
MOr paccumTbiBaTh. [JOMKHO N NPaBo 3allyLLaTh JOHOPOB,
NpepoCcTaBnAa M BO3MOXKHOCTb He TONbKOo 06n1afaTh MpaBo-
MOUVSIMA B OTHOLLEHMUN GUONOMMUYECKOro MaTepuana, Ho 1
MpPaBOM KOHTPOMMPOBaTb XOf NCCNef0BaHNI U yYacTBOBaTb
B pacnpegeneHnn Nony4yeHHOM OT 1CMoNb30BaHUA Guonoru-
yeckoro matepuana npubbinm?

Kpome Toro, KpainHe BaxXHO pa3paboTaTtb pykosoos-
wue npuHyunel [9] pna pacnpocTpaHeHna 1 obmeHa 06-
pa3uamy 1 CBA3AHHBIMU C HUMWU JAHHbIMU, KOTOpPbIE CO-
OTBETCTBYIOT MECTHbIM, HaLWOHaNbHbIM U MeXAyHapoa-
HbIM 3aKOHaM, 3TUYeCKUM HopMmaMm 1 6e30nacHoOCTV NpaBs
WHTENNeKTyanlbHOM COOCTBEHHOCTH, a TakXKe obecneynTb
LOCTYMHOCTb [JaHHbIX 1 MaTepuanos Afa 6onee WMPOKo-
ro HayyHoro coobuiectBa U obecneunTb paBHOe MPaBoO
JOCTYyNa K uccnepgoBaHusiM. LleHTpanbHoe mecTto B nmpo-
Llecce cornacusa 3aHMmaeT nHGOPMMPOBaHMe CyobeKTa O

% Porcaro K., McDonald S. Reclaiming Data Trusts. Centre for
International Governance Innovation (2020) — URL: http://www.
cigionline.org/articles/reclaiming-data-trusts. Stuart Mills, Who Owns the
Future? Data Trusts, Data Commons, and the Future of Data Ownership,
SSRN journal (2019); Delacroix AND Lawrence, Supra Note 29; Wau J.,
Penner J., Wong B. The basics of private and public data trusts (2019). URL:
http://law.nus.edu.sg/wps .

Jintepartypa

noTeHUManbHbIX Bblrofax 1 puckax, MeTogax u Tpebosa-
HUAX UCCNIeQO0BATENS, @ TAKXKE O BO3MOXHbIX pe3yfibTaTax
nccnepoBaHus. Jliobble Heyno6CTBa, MCUXOsornyeckue
paccTpoicTBa, BO3BpalleHne nHGopmaLmm n npobnemsl
NMOCMEPTHOrO MCCNIefOBAHMA [JOSKHbI ObITb YETKO ype-
rYSIMPOBaHbl C TOUKN 3peHUA KOHPUAEHLMANbHOCTH, Kak
npw cornacuu, Tak 1 Npu oTkase.

Bce Gonee wuvpokoe Mpvi3HaHVE pPasnuunii Mexay
6uonornyecknmmn obpasuamm (broobpasuamm) nprBeno
K pa3paboTke o6WmUX pyKOBOAALMUX NPUHLMUMNOB (NPOTO-
KOJIOB), Kacatowmxcs cbopa, 06paboTKM 1 XpaHeHUs 61ro-
06pa3LoB. HekoTopble MPOTOKOSbI, KOTOpble ABMATCA
obulepocTynHbiMuM, BKMtovaloT ISBER (MexxpyHapogHoe
06LLECTBO OGMONOTMYECKUX N SKONIOTMYECKUX XPaHnnLL)?,
NCI (HaumoHanbHbIi MHCTUTYT paka)®, IARC (MexpayHa-
|POAHOE areHTCTBO MO UCCefoBaHMI0 paka)?®, O3CP (Opra-
HU3aLmMsA SKoHOMMYeckoro COTpyaHMYeCTBa 1 pa3BmTrA)*,
ABNA (ABcTpanasmatckasa cetb 6noobpasuos)’' n CTR Net
(KaHapcKkas ceTb XxpaHunuL, TKaHeln)32,

ABTOpbI MOMNAratoT, YTo yrny6sieHre HaWWX CBEAEHW
O NPaBOBOM PerynmpoBaHun obopota 6UoNornyeckmx
MaTepranoB YesloBeka co BpemeHeMm OyfeT npnobpeTatb
BCe Gonbluee 3HAYeHUe Ansi POCCUNCKONW I0PUANYECKON
NPaKTUKM.

Cnenyer o06paTuTb BHWMaHME Ha HeobXOoAMMOCTb
bopmunpoBaHUs npasosgoli KOHUeNnyuu PErynmpoBaHMns
OTHOLLEHUI C BUONOrMYECKM MaTepPKAIoM YenoBeKa, No-
CKOJMbKY aHHble OTHOLWEHUA NpuobpeTatoT Bce bonbluee
pacnpocTpaHeHue. BaXkHO MOHUMaTb, UTO GUONOTNYECKNIA
MaTepuvan yenoBeka 1 MHGopmaLums o Hem ABMAIOTCS 0CO-
6bIM 06BEKTOM MpaBa, KOTOPbIN [OMKeEH ObITb NpuBeaeH
B MpaBoByl GOPMYy MOCPEACTBOM VIMEWLWUXCA Opuan-
YecKMx MHCTpyMeHToB. OTpULaHMe 3HAYMMOCTM YYacTus
6uonornyeckoro maTepuana yenoBeka 1 UHopmaLmm o
HEM B NMPaBOBOM 060POTE MOXKET B KOHEYHOM UTOTe NpK-
BECTM K OTCTaBaHMIO B Pa3BUTUM MHOMUX BUOSTIOrMUYECKUX
N TeHHbIX TEXHONOMMIN, MeANLMHDBI, @ KPOMe TOro — K Ha-
PYLUEHMIO MPAB 1 3aKOHHbIX MHTEPECOB rpaxaaH.

27 URL: http://www.isber.org .

% URL: http://www.nih.gov/about-nih/what-we-do/nih-almanac/
national-cancer-institute-nci .

2 URL: http://www.iarc.who.int .
30 URL: http://www.oecd.org .

31 Australasian Biospecimen Network Association (ABNA). URL: http://
abna.org.au.
32 URL: http://www.ctrnet.ca/en/home .
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Abstract.

Purpose of the paper:improving the conceptual and theoretical basis for information technology law regulation of human
biological data circulation.

Method used: system analysis of information support for using data on biological materials belonging to a person, directly
and indirectly, in the medical and related spheres using this information.

Results obtained: types and forms of human biological data information storage as well as the ever-widening practice
of judicial resolution of disputes concerning unlawfully using biological, medical and genetic information are considered.
The system for public and private human biological data storage is covered. An important question analysed in the paper is
the right of ownership to human biological materials and possible reasons for the emergence of court disputes concerning
ownership to human biological materials. It is illustrated that no single approach to the recognition of genetic and medical
information in one or another form of ownership has so far been developed in the Western countries but the work in this field
continues.

In the opinion of the authors, information and legal support is virtually the most important element in the legal regime of
medical activities.
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