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Pe3tome. B cTaTbe paccMOTPEHbI K/touyeBble 0COBEHHOCTM NMPABOBOMN pernaMeHTaLUmM TaHbl NPUMEHUTENBHO K
TaKoM CTpeMuTe/IbHO pa3BuMBaloLLEeica chepe, Kak reHeTUYeckme nccnegosaHma. Lenb nccnegosanma — npega-
CTaBWTb 0630P OCHOBHbIX MOAX0A0B K HOPMATUBHO-MPAaBOBOMY PETY/IMPOBAHUIO TalHbI (BKAOYas BpauyebHyto
TaWHy) Ha robanbHOM, PErMOHabHOM U HAaLMOHANbHOM YPOBHSAX, CGOPMYANPOBATL TEHAEHLMUWN Pa3BUTUSA
perynsTopuMKn B paccmaTpmBaemolt 061acTv 06LeCcTBEHHbIX OTHOLWEHWUI. B cTaTbe npeacTaBieH AeTabHbIN
aHa/IM3 OCHOBOMO/ArALLMX MEXAYHAPOAHbIX LOKYMEHTOB, @ TaKXKe BHYTPUIOCYAapCTBEHHbIX aKTOB (BK/tOYas
npumepbl U3 3apyberkHbIX PUCAMKLMIA), B KOTOPbLIX 3aTparnsaeTtca npobiemaTrka cobnogeHums 3anpeTa Ha
pa3rnaweHne onpeaeneHHoro Bnaa MHGopmaLmMm, paccCMOTPEHbI COOTBETCTBYHOLLME U3BATUA. B OTHOWEHUMK
Poccuitckont deanepanmm aBTopbl OTMeYatoT 6e3ycnoBHoe BAUAHWE cyaebHOM NPakTUKN Ha dopmynmpoBaHue
3aKOHOAATe/IbHbIX NOAXOA0B K 3aKpeneH1Io YCN0BUI pa3rialleHnsa CBeAeHNn, COCTaBAAIOLWMX TalnHy NpK ocy-
LLLeCTB/IEHUM FTeHETUYECKMX UCCNef0BaHNA, 6e3 cornacma obcaeayemoro Uan ero 3aKoOHHOro NpeacTaBuTens, a
TaKe Ha pasrialleHne COOTBETCTBYIOLWMNX CBEAEHUI NOCAE CMEPTU rPpaKaaHMHa.
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Abstract. The paper examines the key features of the legal regulation of secrecy in relation to such a rapidly
developing field as genetic research. The purpose of the study is to provide an overview of the main approaches to
the legal regulation of secrecy (including medical secrecy) at the global, regional and national levels, to formulate
trends in the development of regulation in the field of public relations under consideration. The paper presents a
detailed analysis of the fundamental international documents, as well as domestic acts (including examples from
foreign jurisdictions), which address the issue of compliance with the prohibition on disclosure of certain types
of information, and the relevant exemptions are considered. As to the Russian Federation, the authors note the
unconditional influence of judicial practice on the formulation of legislative approaches to fixing the conditions
for the disclosure of information constituting a secret during genetic research without the consent of the subject
or his legal representative, as well as on the disclosure of relevant information after the death of a citizen.
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...YT0 Bbl NpU NeyeHnn — a Takxke 1 6e3 neyeHma —

A HA YBUAEN UM HU YCAbILWAA KacaTeIbHO KU3HU JIIOACKON

BBepeHue

B HacToALLee BpemA aKkTMBHO CO34at0TCA U BHeApA-
IOTCA HOBble MeToAbl N3ydyeHna u usmeHeHua JHK.
M3-3a pa3BUTMA TaKMX METOA0B BO3HUKAIOT Yrpo3bl
peannsaummn HEKOTOPbIX NPaB M cBO6OA, YeNOBEK],
NO3TOMY 3alLMTa NPaB B KOHTEKCTe NpoBeAeHUA
reHeTUYeCcKMX NccnegoBaHMM U NCNONb30BaHUA
NX pe3ynbTaToB NpMobpeTaeT 0cobyto BaXKHOCTb.
Karkpaa HoBaa TexHonorma B cbepe reHeTUKu
BbI3blBaeT Cepbe3Hble Pa3MbILLNEHUA O ee Npu-
MeHeHMU, BO3HUKAIOT BONPOChI HE TONbKO Meau-
LMHCKOro, HO U 3TUYECKOro XapakKTepa, a Takxe
TpebyloT paspelLeHns Bonpocbl UHAHCUPOBAHUA
M COUMANbHOM NOAUTUKMU. B KaKMX ycnoBuax fon-
Hbl NPUMEHATHLCA Te NN UHbIE TEXHONOMNU, KaK

1

M3 TOTO, YTO He cneayeT Korga-nmbo pasrnalath,
1 YMOYY O TOM, C4MTaA NoA0OHbIe BeLM TaUHOM...

Yacme Knameel [unnokpama

peanusyeTtcsa UX NpUMMeHeHue 1 Kaknm obpasom
MCNONb3YHOTCA pe3ynbTaTbl? MmeeT v Yenosek
npasBo BbIbOpa NP NPUMEHEHUM ONpeaeneHHbIX
TEXHO/IOTUI (HanpMMep, KOHKPETHOTO BMAA TeCTU-
poBaHuA)? [loNKHO M TaKoe TeECTUPOBaHUE CTaTb
0653aTeNIbHbIM B ONpPeaeNeHHbIX CUTYyaumuax, ans
KOHKPETHOM rpynnbl ny,? IMeeT M yenioBeK BO3-
MOHOCTb BNaZeTb U YNPaBaaTb AOCTYNOM K AaH-
HbIM, NONYYEHHbIM B XO4E reHeTUYEeCKnX nuccne-
A0BAHUI? Ha KaKMX YCNOBMAX U B KAKUX CTydanx
POACTBEHHUKM 06CIeayeMoro MoryT MMeTb Npaso
Ha JocTyn K nogobHoi nHpopmauumn? Kakme warun
cnepyet NpeAnpUHATL ANA NpefoTBpalLeHna auc-
KPMMWHALMWN HA OCHOBE AAHHbIX FreHETUYECKNX
nccneaoBaHUn B pasiMuHbIX 06/1acTaAX, TAKUX Kak
3aHATOCTb, CTpaxoBaHme?!

Cm. nogpobHee: MoHomapesa 4. B., CopokuHa E. M. Mpobnembl reHETUYECKON ANCKPUMUHALMU U TEHOMHbIE

nccnefoBaHMA: 3aKOHOA4ATENbCTBO M NPaKTMKa : MoHorpadusa / nog pea. 4. B. MoHomapesoit. M. : PycaitHc,

2022. C. 35-58.
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Mo pe3ynbTaTam CTaTUCTUYECKUX UCCNea0Ba-
HWIA NPOLWAbIX NET TPETb PECMOHAEHTOB 3aABANSA-
Nla, YTO HOBble BUAbI FTEHETUYECKMUX TEXHONOTUMN
(BKNtOYanA pasnnYHOro BUAA TECTUPOBAHWUA) cne-
AYeT NONHOCTbIO 3aNpeTUTb, NOKa He ByayT pele-
Hbl BONpOCbl o6ecneyeHnss KOHOUAEHUNANBHOCTH
nony4eHHon nHdopmaummn.,

CeropgHs obLenpuHATO, YTO YenoBeK 0bnagaeT
NpaBoOM Ha MOJIHOE U AO0CTOBEPHOE 3HaHWe 060
BCEX acnekTax 06cneaoBaHMin, 0 METoAAX UX OCy-
WeCTBNEHMUSA, pe3yabTaTaX; CaMOCTOATENbHO M OCO-
3HAHHO peLlaeT, CorMaWaTbhCA N Ha NPUMEHEHUE
B OTHOLLUEHMW HETO ONpPeAENeHHOM TEXHOIOTUM,
N MOKeT pacrnopaxaTbca pesyibTaTaMmn TaKUx
nccnefoBaHWUM, BNAOTb A0 OTKa3a OT NOAyYeHUA
TAKMX PE3y/IbTATOB, @ TAKXKE YHUUTOXKEHMUA KaK
6MoN0rMyeckoro matepmana, Tak U NoOAy4YeHHOM
nHdopmaumm.

Mepep Tem Kak caenaTb Takol BbI6Op, NaLmeHT
BrpaBe NOAYYNTb NOAHYIO MHPOPMAUULO O daK-
TOpax, BAMAIOLWMX Ha MPUHATUE TAaKOTo pelleHns
(Hanpumep, ero TeKyllee COCTOAHUE, NPOTrHO3bI
pa3BuTUA 3a6071eBaHUA; NOTEHLMAbHbIE PUCKA U
BbIFOAbl NPUMEHEHMA Npeasaraemblx UCCiea0Ba-
HWI; tHGOpPMaLMA, NoMmoratowan naeHTMduumnpo-
BaTb UCMOJIHUTENA U NauueHTa (Ha3BaHWe, agpec
perncTpaummn, KOHTaKTHbIM HOMEp); CTOMMOCTb
BCEro UCCNea0BaHMA UAN ero OTAENbHbIX YacTek
(B cnyyae onnatbl))3.

Takum 06pasom, NpaBo Ha Noay4YeHUe U CooT-
BETCTBYHOLLYIO 06paboTKy MHPOpMmaLMn BbICTy-
naeT B pO/IY OA4HOIO M3 OCHOBOMOAAraloWwux Npas
KaK[0ro YyesoBekKa.

COOTBETCTBEHHO, MOHATME TaliHbl, T.€. OrpaHu-
YyeHue A0CTyna K Kakon-nnmbo nHpopmaumu, cono-
CTaBMMO C NOHATMEM «KKOHOUAEHLUNANBHOCTbY.

Pag aBTOPOB, paccmaTpmBan JeKCUYecKoe 3Ha-
YyeHue coBa «KOHOUAEHUMANbHBINY, pacKpbIBatOT

ero yepes cneayloline NOHATMA: He NoAseKallnit
pasrnalleHunto, JOBepPUTEbHbIN, TalHbIA®.

HekoTopble 3apyberkHble aBTopbl paccMmaTpu-
BalOT MOHATUE «KOHOUAEHUMANBHOCTbY WIKMpe
(c dnnocodckoii ToUKM 3peHns), onpeaenss ee Kak
«COCTOAHWE UN YCI0BME OrPaHMYEHHOrO A0CTYNa
K yenoseky»°. OHM CBA3bIBAIOT KOHPUAEHLMANb-
HOCTb C OTPaXKEHWEM JIMYHbIX NPaB, peanmsaumnen
npaBa Ha HENPUKOCHOBEHHOCTb YaCTHOM XU3HW,
cnocobom naeHTUdUKaumm ceba B OTHOLLIEHUSAX C
OPYrMMU NoAbMU.

CoOTBETCTBEHHO, MMEHHO C MPaBOM Ha KOH-
dnAaeHUMaNbHOCTb CBA3bIBAETCA NPaBO Ha BbIbOp
OTHOCUTENbHO OKa3aHMA MeANLMHCKOM NOMOLLU
WM y4acTuA B UCCNea0BaHUAX.

CnepyeT TaKKe OTMETUTb, UTo MHdopMmaLms,
CBA3aHHanA C NpoBeAeHUEM reHeTUUYECKUX uccne-
[0BaHWI, ABNAETCA NepPCOHaIbHOMN, T.€. OTHOCH-
LLLeMCs NPAMO UM KOCBEHHO K onpeaeneHHoOmMy
dusnyeckomy nmuy (n. 1 ct. 3 PegepanbHoOro 3a-
KoHa ot 27.07.2006 Ne 152-®3 «O nepcoHanbHbIX
OAHHbIX»), NO3BOJIAOWEN ero naeHTudnLmnpo-
BaTb. Ha Takyo MHbOpMaLMIO pacnpocTpaHseTca
pexxum KoHpuaeHUnanbHoOcTU. B 6bonblunHcTee
IOPUCOMKLNIA CYLLLECTBYIOT CMeLurasnbHble akTbl,
Hanpas/ieHHble Ha obecneyeHne KOHOUAEHUM-
aNbHOCTU NEPCOHabHbIX AaHHbIXS.

CnepoBaTenbHo, Npy obpalieHMn 3a nonyye-
HUEeM MeAULMHCKOW NoMOLM, NPOBEeAEHNEM UC-
CNefoBaHUI ML PacCYMTbIBAET HA TO, YTO TaKan
nHbopmaLma He ByaeT pacKkpbITa APYrMm AnLam
Unn byaeT packpbiTa TONIbKO B Npeaenax, yCTaHoB-
JIEHHbIX AENCTBYIOLWMM 3aKOHOAATENbCTBOM.

BaKHbIM iIBNAETCA aCneKT, CBA3aHHbIN ¢ 3a60-
pom BbuomaTepuanos, Tak Kak ansa nposeseHus
reHeTUYEeCKUX UcceLoBaHUI 3TOT 3Tan ABAAETCA
obA3aTeNbHbIM. TakKe AN NpoBeaeHUs nccneno-
BaHWA HEOBX0AMMbI OCMOTPbI, USMEPEHUA onpe-

2 Hanpwumep, onpoc, NpoBeaeHHbIN nNpu nogaepxke poHaa March of Dimes Birth Defects, (lfeHeTMueckoe Te-
CTMpOBaHue 1 reHHas Tepanua). 01.01.1992. New York // URL: https://www.geneticsandsociety.org/article/
america-genetic-modification (gaTta obpauieHus: 10.10.2024).

MoppobHee: HekomeHesa M. B. CybbekTbl NpaBa Ha MHOOPMaLMIO NPW NPOBEAEHUN FEHOMHbIX UCCieao-

BaHWUi // CoBpeMeHHble TeHAEHUMW U NEePCNEeKTUBbI YNPaBAEHUA COLMANbHO-9KOHOMUYECKUMU CUCTEMAMM
B LMdpoBON cpese : MaTepuanbl MexayHap. Hayy.-NpaKT. KoHdepeHuMU. MNamaTn 3acnyKeHHOro aeatens
HayKkun Poccuitckon Pepepaumm B. U. Kpasuosoii. M. : MockoBckuit Monutex, 2022 C. 211.

4 Hanpumep: bypdos C. H. CyuHOCTb M OTANYUTE/IbHBIE NPU3HAKK KOHOUAEHUMAAbHOW MHPopmaumm // Mpa-
BOBOE rocyZ1apCcTBO: Teopusa M nNpakTuka. 2013. Ne 4 (34). C. 151.

> Schoeman F. Philosophical Dimensions of Privacy. Cambridge :

Cambridge University Press, 2009. URL:

https://www.cambridge.org/core/books/abs/philosophical-dimensions-of-privacy/privacy-philosophical-
dimensions-of-the-literature/129341247021F8DFD60DA9FC6F00A21D (gaTa obpauweHus: 10.10.2024).

6 Hanpumep, B CLLUA: Privacy Act of 1974 // URL: https://www.govinfo.gov/content/pkg/USCODE-2018-title5/
pdf/USCODE-2018-title5-partl-chap5-subchapll-sec552a.pdf (gaTta o6pawenHna: 10.10.2024).
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OeNleHHbIX NMoKasaTenel U MHble MaHUMYAALUN,
BMELIATEeIbCTBA, COMNPAMKEHHbIE C AOCTYNOM K
Teny YenosekKa. [MpaBo Ha KOHPUAEHLMANBHOCTD
NO3BO/IAET TaKME AeMCTBMA OrpaHUYMBaTL U OCY-
LWEeCTBAATb B CTPOro YCTAHOB/IEHHOM NOPAAKE, He
No3B0/IAA OTKPbLITO NepeaaBaTb TPETbMM INLAM
MHOOPMALMIO KaK O CAMUX MPOMU3BOAUMBIX Ael-
CTBUAX, O pe3ynbTaTax UX OCYLLECTB/IEHMA.

Tak Kak MHbOpMaLMA, NpeaocTaBasemas cne-
LMaNNCTy B NpoLLecce AMArHOCTUKK, NpoBeaeHus
nccnenoBaHuA, nogbopa TepanmMm nam Bbibopa
peabunanTaLMOHHbIX MEPONPUATUN U UHBIX HEOD-
XOAMMbIX AEUCTBUIA, ABAAETCA IMYHOM, NIMLLO BRpa-
BE PACCYUTBLIBATL Ha TO, YTO CNELMANTUCT COXPAHUT
KOHOMAeHUMaNbHOCTb. B 06paTHOM ciyyae cne-
LUMANUCTbl HE CMOTYT PacCYUTbIBATL HA NOAHBIN U
BCECTOPOHHWI A0CTYN K MHPOpMaLUKM, Heobxoan-
MO ANA ANATHOCTUKKU U IeYeHuns.

Mpu 3abope BUonornyeckmx maTepmanos oa-
HOW W3 OCHOBHbIX FAPaHTUI KOHOUAEHUMANBHO-
CTW, NO3BOAAIOLWEN HE TONIbKO KOHTPO/IMPOBATL
BMeELUATeNbCTBA, NONYYEHHYIO B X04e UX OCyLue-
CTB/IEHUA M NO UX pe3ynbTaTam UHPopmauuio,
HO W onpeaenaTb cyabby M3bATbIX BUOMaTepma-
noB (Hanpumep, BOSMOXKHOCTb UX NOBTOPHOTO
NCNoNb30BaHUA AN1A NPOBEAEHNA UCCAEA0BAHUN
WAW YHUYTOXKEHME MO UCTEYEHUMN ONpeaeeHHOro
CpoOKa), sBnaetcs opopmneHne MHPOPMUPOBAH-
Horo nobpoBosibHOro cornacua (ganee — UAC).

YeTKo npopaboTaHHble npaBusia opopmie-
HuAa NAC no3BonstoT NPesoTBPaTUTb KOHGNKTDI
WMHTEPECOB WM HapyLLIEHWA NPAB Y4aCTHUKOB reHe-
TUYECKUX UCCe0BaHNM (Hanpumep, B CUTyaL MMy,
Korga 3abop 6MosIorMyeckoro maTepmnana ocylle-
CTBNAETCA B TOM YNCAE C Le/Ibio NOCAeYHOLLENO UX
MCNONb30BaHMA B HayYHbIX UCCIef0BaHUAX).

Ba)KHOCTb NOYYE€HMA NOAHOMN U AOCTOBEPHOM
MHbOopMaLnmM NP obopMAEHUN COFNACUA HEBO3-
MOXHO NnepeoLeHUTb. B cOOTBETCTBUM C 3aKOHO-
[aTeNnbCTBOM Heobxoanumo obecneynTb, YTOObI
MU 6b1710 NONHOCTLIO 0CBEAOMNEHO 060 BCEX
Lenax NnpoBoAgMMbIX UCCNef0BaHUIA; TakKMm obpa-
30M, KOHOUAEHUMANBHOCTb BK/IOYAET U KOHTPO/Ib
OCYLLECTBNEHMA U3BATUA, U PACTOPAKEHNE U3bA-
TbIMW U3 OpraHn3ma 6MoorMYeckKUMMN maTepma-
namu.

B nocneaHue roabl 3apybexHan opunaunde-
CKas NpaKTuMKa oboratunacb Aenamm, rae noHa-
TUe «NauMeHT» TpaKTyeTca 6onee wmpokKo. Tak,

02.09.2024).

B BennkobpuTaHUM MHULUMMPOBAHO cyaebHoe
pa3bupaTenbCcTBO, Kacatolleeca npasa Ha JOCTyn
K MHGOPMaLMM O reHeTUYeCcKUX 3aboneBaHnAx
pPOACTBEHHMKOB. B npakTuke cyaos Bennkobpu-
TAHWM BCTPEYALOTCA Aea NO UCKaM POACTBEHHMU-
KOB MaLMEHTOB K Bpayam, CBA3AHHbIE C TEM, YTO
OHW He yBeAOMUAU O 3ab0oneBaHMAX NaLMEHTOB
POACTBEHHWKOB [0 POXKAEHNA Y NOCNEAHUX OETEN,
KOTOpble MOTryT yHacnea0BaTb OT NaLMeHTa gma-
rHOCTMpOBaHHbIe 3abonesaHua. B CLLUA n KaHage
6blNM pacCMOTPEHbI CXoAHble aena. Tak, Aena
«LLpeaep npotus Mepkena»’, «Mate npotus Tpen-
kena»®, «Ceindep npotus Mak»°, «YoTTepc NnpoTus
Yaiita» v apyrune 4eMOHCTPUPYIOT aHANOTUYHbIN
noaxoa. NMpu sTom cyaebHble pelleHns, BbIHECEH-
Hble Ha pa3HbIX 3Tanax, CyLLEeCTBEHHO pa3inya-
JIUCb, YTO YKA3blBaeT HA CNOPHbIN XapakTep obcy-
XAAeMOM TeMbl U OTCYTCTBUE HA AAHHbI MOMEHT
YeTKOM U eANHON NO3ULMK cpeayn HaUuMOHaNbHbIX
npasonpumeHuUTenen.

OpHoBpemeHHO npeacTaBnaeTca Heobxoam-
MbIM COBAOCTM paBHOBECUE MeXAay NpaBom
Ha AOCTYN K }XWU3HEHHO BaXXHOI MHGOpMaLmu,
cnocobHoi, ecain oHa npeaocTaBieHa CBoeBpe-
MEHHO, NpeaoTBpPaTUTbL BoNEe3Hb, YAYULINTDL Kave-
CTBO *KU3HW UM AAXKe CMACTU ¥KM3Hb, U MPaBOM
Ha KOHOUAEHLMANbHOCTb MEeAULMHCKUX AaHHbIX
naumneHTta (BKAtoYana cT. 8 EKMY). besycnosHo,
HaxoXKaeHwe aToro 6anaHca ABNAeTCA nepBocTe-
NneHHoOM 3aaa4en.

CnepyeTt OTMETUTb, YUTO BO BCEX C/Iy4aaAx A0-
¥eH bbITb 0becneyeH AOCTYN U NPeAYCMOTPEHbI
MEeXaHWU3Mbl AN NPOBEPKM NHAMUBUAOM 3aKOH-
HOCTU 06PabOTKM ero AaHHbIX N BHECEHUA UX B
cooTBeTcTBYlOWME 6a3bl. [LoMKHbI BbITb TaKKe
rapaHTMpoBaHbl 3dPeKTUBHbIE NpoLLesypbl 06-
»anoBaHMA aecTBUM No 06paboTKe 1 XpaHeHUO
nHpopmaLMM B HE3ABUCUMbI OpPraH.

Ocoboe BHMMaHWE HEOBXOAMMO YAENUTb Ne-
pefaye nHbopmaLumm o pesynbTaTax reHeTUYeCcKnx
nccnefoBaHM NALMEHTY U TPETbUM ANLAM, A TaK-
e npoueccy yaaneHmna aaHHbix AHK.

MpaKTUKa 6eccpoyHOro xpaHeHusa npodunen
OHK (cornacHo peweHuto EBponelickoro Cyaa no
npaBam 4YenoBeka no geny S. and Marper v. United
Kingdom 2008 r.) 1 MHOI cBA3aHHOW MH$OPMa-
uuKn npeactasnset coboi HenponopuMoHaabHoe
BMeLLaTeNIbCTBO B NMPaBO 3aABUTENEN HA yBarKe-
HWE YACTHOM XKM3HU M HE MOXKET paccMmaTpmBaTbCA

URL: https://law.justia.com/cases/new-jersey/supreme-court/1981/87-n-j-53-0.htm| (gata obpaweHusa:

8 URL: https://pubmed.ncbi.nlm.nih.gov/12041297/ (aata obpaluermna: 02.09.2024).
® URL: https://h20o.law.harvard.edu/cases/4111 (naTa o6pawieHus: 02.09.2024).
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KaK AonycTumoe B JeMoKpaTnieckom obuecrse'l,
MpUHLMMbI JAHHOTO PeLLeHNs NPUMEHAIOTCA BO
BCex rocyaapcreax — yneHax Coseta EBponbi.

Bo MHOrmx ctpaHax 3aKoHO4aTeNIbCTBO Npeay-
CMaTpUBaET NPUHLUMN yAANEHUSA AaHHbIX, €CIN UX
XpaHeHWe He aBnAeTcAa Heobxogmumbim. OgHAKO
oTaenbHble wTaTtbl CLUA no3sonsaT cobupaTtb
ob6pasupl JHK npu apecTe 6e3 0653aTenbHOro no-
cneayoLLero ux yaaneHusa. B bpasmnum Takke Het
HOPM, KOTOpble Obl UCK/IIOYaIM U3 peecTpa Ntoaen,
HEBMHOBHbIX B COBEPLUEHUM NPECTYNAeHNN.

BaKHbIM acneKkTom npu obpalLeHUN C FEHOM-
HOM MHPOopMaLmelt, BKAtoYas ee cbop U XpaHeHUe,
ABNAETCA KOHTPO/Ib Hag 6a3zamum gaHHbIX. O6bIMHO
3aKOHOAATENbCTBO KaXKAOM CTPaHbl YKa3bIBaET, Ka-
KOW opraH OTBEYAET 3a 3TOT KOHTPOJIb, a TaKKe 3a
obecneyeHne 6ecnpuCTPacTHOCTU U HE3ABUCUMO-
CTU TeX, KTo 0bpabaTtbiBaeT U cobupaeT AaHHbIE, U
33 UX TEXHUYECKYIO KBandUKaL Mo,

B HeKOTOpbIX rocygapcTeax npeaycmoTpeHa
Yro/I0BHaA OTBETCTBEHHOCTb 33 HapyLUEHUe TaKnX
Hopm1l,

YacTo Bce yKa3aHHble acneKTbl COXpPaHeHUA
KOHPUAEHUMANbHOCTU NpeanaraeTcs 06beanHATb
NOHATUAMU MEANLIMHCKON AN BpadebHOM TaMHbl,
He BblAeNAA B CAMOCTOATENbHYIO FPYNny BONPOChI
obecneyeHns KOHPUAEHLMANBHOCTU NPU OCY-
LLLECTBNEHUWN FEHETUYECKMX NCC/IeA0BaHUN, Npo-
BOAMMbIX B HayYHO-UCCNeaA0BaTeNbCKUX LEensx,
B AaHHbI MOMEHT He CBA3aHHbIX C OKa3aHWeM
MeANLMHCKOMN MOMOLLM.

Camo noHATKe TpakTyeTca auddepeHUMpOoBaH-
HO — MeAMUMHCKana 1 BpayebHas TaliHa. CTOUT nun
OTAaBaTb NPeANoYTEHNE MEAULMHCKON TallHe KaK
6osiee yHMBepcabHOMY BapMaHTy? COOTBETCTBEH-
HO, YETKOMY ONpeaeNeHUto AOIKEH NoanexaTb u
Kpyr cybbekToB, 0653aHHbIX XPaHUTb TalHy, TaK
Kak BpayebHan TaliHa ABAAETCS Pa3HOBUAHOCTbIO
npodeccMoHanbHon. O4YeBUAHO, YTO HE TOJIbKO
BpPa4un, HO U MHON MEOULUHCKUIA N TEXHUYECKUI
nepcoHan AOMKHbI XPaHUTb TaKyH TalHy.

Tno6anbHoe perynupoBanue
CneayeT yunTbiBaTb 0COBEHHOCTU MEXAYHAaPOAHO-

npaBoBOro N HAULMOHAJ/IbHOIO peryanposaHnA pac-
CMaTpmMBaemMoro sonpoca. O6u.|,14e NoNoXeHnAa npo-

NCTEKaOT N3 OCHOBHbIX OKYMEHTOB O NpaBax Ye-
JloBeKa: Bceobulen aeknapaunu npas YesoBeka ot
10.12.1948, MexayHapoaHbIX NAaKTOB O rpaxKaaH-
CKMX M MONUTUYECKMX NPaBaxX U 06 IKOHOMMUYECKMX,
COUMANbHbIX U KYNbTYPHbIX NpaBax oT 16.12.1966,
KoHseHumn OOH o nnksmnaaumm scex ¢opm paco-
BOW AUCKPUMMHAUuMKM oT 21.12.1965, KoHBeHLMH
OOH o npaBax pebeHKa o1 20.11.1989 n ap.

Ocobble NON0KEHUA OTPAXKEHDLI B LOKYMEHTAX,
CBSI3aHHbIX C KMATKMM» NpaBoM. B aTom oTHoLe-
HUW 3HAYUTEIbHYIO POJIb UTPaET AeATEeIbHOCTb
MeXAyHapoaHbIX opraHusauunii. Hanpumep, nog,
ynpasneHnem FOHECKO 6binn pa3paboTaHbl Takune
OOKYMEHTbI, Kak Bceobuas geknapauma o reHome
yesioBeKa M Npasax yenoBeka 1997 r. (BkAtoyas Py-
KOBOZALLME NPUHLMMbI NO BHEAPEHUIO AaHHOM Ae-
Knapauuu ot 16.11.1999), MexayHapoaHasa aekna-
pauma o reHoOMHOW MHbOopMaL MM YenoBeKka 2003 r.,
Bceobuaa aeknapaumsa no 6U03TMKe M NpaBam
yenoeka 2005 r. TakkKe 6blIN NPUHATbI PE30/1to-
UMM 1 peleHmna SKoHoMuyeckoro n CoumanbHOro
coeta OOH, Kacatowpecsa reHeTU4eCcKomn KOHU-
AEHUMANbHOCTU U HeZONYLLEeHWA OUCKPUMMHALMU
(Hanpumep, pesontoumn 2001/39 ot 26.07.2001;
2003/232 ot 22.07.2003; 2004/9 ot 16.07.2004).

B 6onblWKNHCTBE C/ly4aeB TakMe AOKYMEHTbI
KOHLEeNTya/IbHO CBA3aHbl C MPUHLUMNAMM, 3aKpen-
JIEHHBIMW B MEXXAYHapPOAHbIX KOHBEHLMAX NO
npaBam 4YenoseKa. Hanpumep, ctatbsa 9 Bceob-
e aeKknapaumm o reHomMe YesloBeKa M npaBax
yenoseKa 1997 r. rnacut: «B uenax 3awunTbl npas
YesloBEKA M OCHOBHbIX CBODOOA, OrpaHUYeHUs, Ka-
catolmeca NPUHLMNOB cornacma U KoHOUaeHLM-
ANIbHOCTU, MOTYT BBOAMTbLCA JINLUb B COOTBETCTBUMN
C 3aKOHOM MO KpalHe cepbe3HbIM NPUYMHAM U B
pamKax MexKayHapoaHoro nybanMyHoro npasa u
MeXKAYHAPOAHOro npasa B 061acTu npas Yenose-
Ka». B pesontoumm 45/95, npuHatoi leHepanbHoM
Accambneeit OOH 14 gekabpa 1990 r., cogeprKat-
ca PykoBogAwue NpuHLMNbI NO yNpaBaeHU0 KOM-
NbloTepPU3MpPoBaHHbIMM Ba3zamm JaHHbIX, BKAO-
YaloLWMMN NYHYIO MHOPMaLMIO. B yacTHOCTH,
NMPUHLMN 3aKOHHOCTM M CMPaBea/IMBOCTU [1acUT:
«Cbop 1 ncnosnb3oBaHMe AAHHbIX O NOAAX HE A0A-
YKHbl OCYLLLECTBAATLCA C NPUMEHEHMEM HEYECTHbIX
WX HE3AaKOHHbIX METOA0B, a TaKXKe OHU He A0/1-
KHbl MICNONBb30BaTbLCA B LEfAX, NPOTUBOPEYaLLmnX
3aga4am mn npuHumnam Yctasa OOH».

10 URL: https://europeancourt.org/wp-content/uploads/ECHR_S_and_Marper_v_The_United_Kingdom_

04_12_2008.pdf.

1 Cm.: Avakos B. I, HekomeHsa M. B. OCHOBHble NPUHLMMbI PEryIMpoBaHMA 3alUTbl NpasB YesnoBeKa npu
cbope, XpaHeHUN 1 UCNOAb30BaHUM reHOMHON nHbopmauun // MeayHapoaHblii npaBoBon Kypbep. 2019.
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XenbCUHCKanA Aeknapauma «ITUYecKme NpuH-
UMMbl NpoBeAeHMA MeANLIMHCKUX NCCaea0BaHui
C yyacTMeMm yenioBeKa B KayecTse cybbekTa»'? co-
[OEPKUT 3TUYECKME HOPMbI, PYKOBOACTBA M OCHOB-
Hble OPUEHTUPbI, TPUMEHSAEMbIE MPU OCYLLLECTBAE-
HUW FeHETUYECKMX UCCeA0BaHNN.

PervoHanbHoe perynupoBaHue

Cpenm ocobeHHOCTEl permMoHanbHOro peryampo-
BAHWSA MOYKHO OTMETUTb Hannume ob6a3aTenbHbIX
aKTOB W 60/sblIOE 3HaYeHUe cyaebHOM NPaKTUKK
(Hanpumep, peweHwnin ECMNY). Tak, B EBpone, no-
MUMO EBpOnencKolt KOHBEHLMK O 3aLuuTe NpaB
YyenoBeKa M 0CHOBHbIX cBoboga 1950 r., noa, arnaoi
CoseTa EBponbl 66112 noanucaHa cneunanbHas
KoHBeHLMA 0 3awmTe NpaB U LOCTOMHCTBA YesoBe-
Ka B CBA3M C NPUMEHEHMEM AOCTUNKEHUIN BUOAOMUM
U MmeaunumHbl: KOHBEHLMA O NpaBax YesoBeKa u
6rnomegmumHe 1997 r. (KoHseHuma OBbeno).

B 0651acTh oxpaHbl FeHEeTUYECKUX AAHHbIX 3HA-
YMMYIO POJib UrpatoT Hopmbl KoHeeHunmn CoseTa
EBponbl 0 3awmTe pU3MYeCcKMX A1l Npu aBToma-
TM3MPOBAHHOM 06paboTKe NepPCOHa/bHbIX A4AHHbIX
(BmecTte c NonpaBkamu K KOHBEHLMUM O 3aluuTe
dU3nYECKMX UL, NP aBTOMATU3MPOBAHHOM 06-
paboTKe nepcoHanbHbIX gaHHbix (COCE Ne 108)).

Esponeickmin Cya no npaBam YenoBeKa Heos-
HOKPATHO paccMaTpMBas BOMPOCHI, CONPAXKEHHbIE
C peryniMpoBaHNEM reHeTUYECKUX UCCIeJ0BAHUN.
ECMY, nomMmo NoNHOMOYMM MO TONKOBaHUIO EB-
pPONEeNCKOM KOHBEHLMW O 3aLLUTE NpaB YeNoBeKa
M OCHOBHbIX cBo60oA, 1957 r. (EKYN), HapeneH Kom-
neTeHuuen no TonkosaHuo KoHseHumn OBbeao
COrNacHo ee nosioxeHunam. MNpuyem nocnegHue He
6yayT MMeTb IOPUANYECKOTO 3HAaYEHNA ONA HEKO-
TOPbIX CTPAH, B YaCTHOCTM AN1A Poccunm, NOCKONbKY
Poccua He yyacteyeT B KoHBeHL MK OBbeao.

B EBponeiickom Coto3e OCHOBbI NPaBOBOro
perynmpoBaHuMA TaliHbl NPU OCYLLLECTBIEHWM reHe-

12

TUYECKUX UCCNEAOBAHMI 3a/10KEHbI B UCTOYHMUKAX
nepBUYHOTO NpaBa AAHHOTO UHTErpaLMOHHOrO
0b6beanHeHna — Jorosope o GpyHKLMOHMPOBaA-
Humn Esponeiickoro Coto3a 1957 r.13 u Xaptum EC
06 ocHOBHbIX npasax 2000 r.** (nanee — Xaptua).
Cratba 8 XapTum npegycmaTtpmeaeT NpaBo Ha 3a-
WMTY NEPCOHANbHbIX AAHHbIX KaXKA0ro YenoBeKa,
HaxogZAawerocsa B npeaenax opucamkumm EC. Yno-
MAHYTanA CTaTbA 3aKPENNAeT TakKe 0b6a3aTeNbHble
yc/10BMsi 06paboTKM NepcoHasnbHbIX AaHHbIX, K
KOTOPbIM €BPOMNENCKMIA 3aKOHOAATElb OTHOCUT U
cocTonHue 350poBbA. Cpean ycnosuii 06paboTkm
MOHO BblAENUTb:

— JOMIXKeH 6bITb cObAtOAEH NPUHLMN cipaBes-
NIMBOCTY;

— [aAHHble MoryT 06pabaTbiBaTbCA NMULWb ANA
onpeaeneHHoN uenu;

— 06paboTKa AaHHbIX AONYCKaeTca INLb C
cornacua 3aMHTEPECOBAHHOIO NNLa;

— MHbIE YC/IOBMA UM OCHOBaHMA ANa obpa-
60TKM onpeaenstoTca 3aKOHOAATENbCTBOM, KOTO-
PO MOMKET BK/I0YaTb KaK HaZHaLUMOHaAbHble, TaK
M HaLMOHa/lbHble HOPMbI.

CTpOorocTb U OrpaHMYEHHOCTb NePeYHsA YC/0-
BUI 06paboTKM NepCcoHanbHbIX AaHHbIX CBUAE-
TeNbCTBYHOT O 3HAaYE€HUU NpaBa Ha 3aWuTy nepco-
HaNbHbIX AAHHbIX B HA4HALMOHANbHOM MepeyHe
npas YesoBeKa, KOTOPbIM NpeacTaBaseT coboi
paccmaTtpuBaemas XapTua. HassaHHble ycioBus,
Mo CyTW, ABAAIOT COBOM NPUHLMMbI, OCHOBHbIE Ha-
Yana, Ha OCHOBAHWW KOTOPbIX A0/IXKHA 0becneyn-
BaTbCA 06paboTKa NepPCOHabHbIX AaHHbIX BO BCEX
6e3 UCKNOYEHUA rocyaapcTBax — YneHax EBpo-
nevickoro Coto3a'®. [laHHble yCA0BMA-NPUHLMMNDI
B CT. 8 LOMONHAOTCA NPABOM KaXKA0ro Ha JocTyn
K AaHHbIM, KOTopble 6blIn cobpaHbl B OTHOLLE-
HWUW HEro UAW Hee, U NPaBOM Ha UX UCNPaBNEHME.
FapaHTUEl OCYLLEeCTBIEHUS NepedYncieHHbIX Npas
[ONIKHO CTaTb yupexaeHne He3aBUCMMOro opra-
Ha, KOTopbI BYAET OCYLLECTBAATL COOTBETCTBYIO-
LMe KOHTPO/IbHbIE MOSTHOMOYUA.

XenbCUMHKCKas AeKknapauma BcemmpHon meanumMHCKoM accoumaumm. MNpunHaTa Ha 18-i leHepanbHol Accamb-

nee BMA, XenbcuHKK, PnHAaHamMA, nioHb 1964 1. UcnpasneHa u gononHeHa: 8 1975, 1983, 1989, 1996, 2000,

2002, 2004, 2008 rr.

13 URL: https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=celex%3A12012E%2FTXT

02.03.2024).

(mata  obpalLeHus:

14 URL: https://www.europarl.europa.eu/charter/pdf/text_en.pdf (aata obpaieHua: 02.03.2024).

15 B oTHOWeEHUN AENCTBMA XapTUN HEOBXOAMMO NPUHMMATL BO BHMMaHMe MpoTokon Ne 30 o npumeHeHun Xap-
Tun EBponelickoro Coto3a 06 0CHOBHbIX NpaBax K Monbwe n CoeanHeHHomy KoponescTay (/inccaboH, 13 ge-
Kabps 2007 r.). B COOTBETCTBUM C AOKYMEHTOM MONOMKEHUA XapTUWM HUKAK He ByayT BAMATb Ha TONKOBaHME
M 3aWmMTy Npas 1 cBobosa Ha Tepputopuu Monblun 1 Bennkobputanuu. Mpu 3Tom B CBA3M C NPEKPALLEHMEM
yneHctea CoegmHeHHoro Koponesctea B EC 8 2020 r. cCbl/IKa B OTHOLIEHWM JAHHOMO rocyAapcTBa HA YKa3aH-

Hbll1 MpoToKon 6onee He aKTyasbHa.
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3aWwmTbl NEePCOHAbHbIX AaHHbIX KAacaeTcsa U
cTaTba 16 [loroBopa o ¢pyHKUMOHMpoBaHUK EBpo-
nenckoro Coto3a. B Helt, no aHanorum ¢ Xaptuen,
TaK)Ke He pacKpbiBaloTCA BUAbI MHPOpMaLUK,
OTHOCALLENCA K MePCOHaNbHbIM AaHHbIM, UCXO4A
M3 Yero cnpasegnB BbiBOA O TOM, YTO CBEAEHMUA
MeAMLMHCKOrO XapaKTepa (BKAoYan BpavebHyto
TaWHy) NoAnazatoT NoL YNOMAHYTOE NOHATHE.

Ponb foroBopa o ¢pyHKUMOHUpPOBaHUM EBpoO-
nerickoro Coto3a B KOHTEKCTE Pa3BUTUA Peryanpo-
BaHWA B 06/1aCTM NEePCOHaNbHbIX AaHHbIX, BK/IO-
yan BpayYebHYO TalHYy, CI0XKHO NEePEOLLEHUTD,
NMOCKO/IbKY AAHHbIA AOKYMEHT pa3rpaHMyMBaeT
KomneTeHuuto Coto3a 1 rocyaapcTs-41eHoB B 06-
NAacTU NPUHATUA 3aKOHOAATENbCTBA.

Tak, nonoxkenus [lorosopa o GyHKLMOHMPOBa-
Humn EBponeickoro Coto3a NogyYepKMBALOT, YTO Ha
ypoBHe Coto3a onpeaensatTca npaBuaa, Kacato-
LmMecs 3aWwmTbl GU3NMYECKMX L, B CBA3K C 06pa-
6OTKOW NEePCOHANbHbIX AaHHbIX YYPEKAEHUAMMU,
opraHamwu, BegomMmcTBaMu n areHtTcTeamm Cotosa,
a TaK»Ke rocygapcTBamm-y4ieHamm Npu ocyLecT-
BNEHMWN AeATeNbHOCTU, Nognagatoein B chepy
AencTemAa 3akoHogaTenbcTea Cotosa, 1 Npasua,
Kacatowmeca cBoH6OA4HOIO nepemeLeHma Taknx
AaHHbIX. CBOEro poga UAMCTpaunein N3noxKeH-
Horo nonoxeHua Jorosopa o pyHKUMOHUPOBA-
HuK EBponelickoro Coto3a ABAAeTcA NpuHATUE
PernameHTta EBponeickoro napnaamenTa n Cose-
Ta EC N2 2016/679 o 3awuTe $pU3MYECKUX NuL, B
OTHOLWEHUN 06PabOTKM NePCOHaNbHbIX AAHHbIX
M 0 cBOOOAHOM NepemeLLeHNM TaKUX SaHHbIX U
oTmeHe [npektusbl 95/46/EC?E,

PernameHT 2016/679, 6yay4m AOKYMEHTOM,
yHUbUumpyowmm obwme npasuia o6paboTkm
W NepemeLL,eHNA NepCcoHaNbHbIX AAHHbIX, TaKkKe
yCTaHaB/IMBAET CTPOrMe cTtaHgapTbl ana obec-
neYyeHus 3aWMTbl NPaB NaUMEHTOB, BBOAA BCE-
obbemntolyto ocHoBy AnA cbopa, XxpaHeHus
M 06paboOTKN cBEAEHUN O 340POBbE YeN0BEKA
(meamunHckoit Hdopmaumm). C mMoMeHTa BCTyM-
JIeHUA yKasaHHoro PernameHTa B cuny 3awmTa
NnepcoHabHbIX AaHHbIX B chepe 34paBooOXpaHe-
HWA cTana CAoXHON 3aga4elt. JokyMeHT npeano-
NnaraeT ynpasfieHue gaHHbIMU C UCMO/Ib30BAHUEM
CUCTEMHOr0, KOMMJIeKCHOro nogxoaa. OpraHusa-
LMK, KOTOpble B CBA3M C POAOM CBOEM AeATeNb-

HOCTM 3aHMMaOTCA 06pPabOTKOM NePCOHANbHbIX
OQHHbIX, OO/I)KHbI HAa NOKAaNbHOM YpPOBHE pas-
paboTaTb cO6CTBEHHbIE NpoLEeAypPbl, UMNIEMEH-
TMpylowme TpeboBaHMA PernameHTa. MNpnyem B
OAHHOM KOHTEKCTe peyb UAET U O FroCy[apCTBEH-
HbIX YYpEXAEHMAX, U1 O KOMMEPYECKMX OpraHn3a-
LMAX, OCYLLLECTBAAIOLWMX AEATENBHOCTb B 06/1aCTH
34,paBOOXPAHEHMA, BKOYAA reHeTUYeCKne uccne-
[0BaHMA.

PernameHT KBanuopumumpyet nepcoHasbHble
OaHHble, KoTopble noasepratoTca 06paboTke B
061aCTN OXpaHbl 340POBbA YEN0BEKA, KAaK KOH-
dnpeHumnanbHble AaHHbIE, YTO, B CBOKD OYepesp,
npepnonaraet 60nee BbICOKME CTaHOAPTbl UX
3awmTsl. Mpu sTOM B PernameHTe ynommHaloTcA
TPW KaTeropmm AaHHbIX, OTHOCALLMXCA K 340POBbI0
YyesioBEKa W, CIe,0BaATE/IbHO, CYMTAOLLUXCA KOH-
dunaeHLNaNbHBIMU:

1. CobcTBEHHO «AaHHble 0 340P0OBbe Yeno-
BeKa». K HUM OTHOCAT «NepCcoHasibHble AaHHble,
OTHOCcALLMECA K GU3NYECKOMY UIU NCUXMYECKOMY
340p0Bbi0 GU3MYECKOTO INLLA, BKAOYAA Npeso-
CTaBAeHne MeAULMHCKUX YCYT, KOTOpble pacKpbl-
BalOT MHGOPMALMIO O COCTOAHMUM ero 340p0BbA» Y.

2. leHeTUYecKkue aaHHble. [Tog HUMK NOHU-
MAIOT «NepcoHasibHble AaHHble, OTHOCALLMECA K
yHacnef0BaHHbIM UM NPUOBPETEHHBIM reHeTUYe-
CKMM XapaKTepucTnkam Guanyeckoro numua, KOTo-
pble NPeAoCTaBAAOT YHUKANbHYIO MHPOPMALMIO
0 ¢$13MoNorMn NN 300pPoBbe 3TOro GUsNYeCcKoro
IMua 1 KOTopble ABNAIOTCA pe3y/ibTaToOM, B YacT-
HOCTW, aHaM3a bruonormyeckoro obpasua, nony-
YEHHOrO OT AaHHOro dpu3nYeckoro amua»ié,

3. buomeTpuyeckue gaHHble, K KOTOPbIM OTHO-
CAT «NepcoHasibHble AaHHble, NOJly4YeHHble B pe-
3y/nbTaTe cneumanbHON TeXHUYeCKon 0bpaboTKu,
OoTHOcAWMeCA K pUsnmyecknum, pusnonormyeckum
WM NOBeAEHYECKMM XapaKTepucTukam eusunye-
CKOTo /1Mua, KOTOopble MO3BOJIAIOT UKW NOATBEP-
AKOAQKT YHUKANbHYO aeHTMdUKaumio 3Toro pusm-
YeCKOro Mua, TakMe Kak n3obpaxkeHma amua unm
OAKTUIOCKOMUYECKNE AaHHbIEY.

B KOHTEKCTe HacToALWero uccaefoBaHmA npea-
CTaBAAT UHTEPEC ABe KaTeropum AaHHbIX —
OAHHble 0 340POBbE Ye/I0OBEKA U FeHeTUYeCKMe
OaHHble. Heobxoanmo oTMeTUTb, 4To 06paboTKa
YNOMAHYTbIX KaTeropum gaHHbIX (BKAtoYan 6umo-

6 URL: https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32016R0679 (pata obpalue-

Hua: 02.03.2024).

7 URL: https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32016R0679 (nata ob6palue-

Hua: 02.01.2024).

8 URL: https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32016R0679 (pata obpale-

Hua: 02.01.2024).
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MEeTpPUYECKNE AaHHble) pa3peLleHa TONbKO Npu
onpeaeneHHbIX YCI0BUAX, K KOTOPbIM OTHOCATCA:

a) nonyyeHue ABHOro coriacua Ha 06paboTKy
AaHHbIX OT CybbeKTa AaHHbIX;

6) ocyllecTeneHmne 06paboTKK B Lensx npodu-
JNIAKTUKWN, AN1A OLLEHKM TPYAOCNOCOBHOCTU paboT-
HWKa, MeULMHCKON ANArHOCTUKN, NpefocTasae-
HUA MeAULMHCKOMN MM COLMANbHOM MOMOLLM UK
neyeHuns MnMbo ynpasaeHUs cMcCTEMaMm U ycayra-
MW 34,0aBOOXPAHEHMA U COLMANBHOW NOMOLLMA;

B) ocyLecTBieHne 06paboTKM No NprUUYMHaMm,
npeacTaBAALWMM 0BLWECTBEHHbI UHTEPEC B 06-
nactn obLwecTBEHHOTO 34paBOOXPaHEHUSA, TAKMM
KaK 3allMTa OT Cepbe3HbIX TPAHCIPAHMYHBIX YIPO3
340p0BbI0 UM 0becneyeHme BbICOKMX CTaHAAPTOB
KayecTBa M 6e30MacHOCTU MeaULMHCKOro obcay-
YKMBAHUA N NNEKAaPCTBEHHbIX CPEACTB UAN Meau-
LMHCKNX YCTPOWMCTB.

PernameHT Nno3BonseT rocygapcrTsam-4ieHam
COXPAHATb NN BBOAUTb AOMOAHUTENbHbIE YCNO-
BMSA, B TOM YMC/Ie OFPAHUYEHMNA B OTHOLLIEHUWN 06-
paboTKM BbiLEOOO3HAUYEHHbIX KATETOPUI AAHHbIX.
CybbeKTam gaHHbIX PernameHT npegocrasnset
6onee WNPOKKUIL 06bem Npas. MpUMeEHUTENBHO K
CEKTOPY 34paBOOXPAaHEHUSA KAOYEBBIMW NPaBaMu
ABAOTCA NPABO Ha NoJiy4YeHne AOCTyNna K CBOUM
MeAULNHCKMM AaHHbIM, B OTHOLLEHWM KOTOPbIX
ocyuiectsaneTcs obpaboTka. MNpaBo Ha nepemelye-
HWe AaHHbIX NO3BONAET CyObeKTam AaHHbIX nepe-
AaBaTb MHGOPMALMIO O 340POBbE OpPraHM3aLMaMm,
OKa3blBaOWMM MeauLMHCKUe ycayrn. OgHaKo B
YyacTu peanunsaummn 6o/blle BCEro BONPOCOB Bbl-
3bIBAeT «NpaBo Ha 3abBeHMe». BmecTe ¢ Tem OHO
npeacTaBaseT 0cobyto 3HAYMMOCTb, MOCKO/bKY
No3BOAAET CyObeKTAM AaHHbIX 3anpalumMBaTh npe-
KpalweHne 06paboTKM AaHHbIX O 340P0BbE U UX
yaaneHue.

PernameHTOM npegycMmoTpeHo TpeboBaHue o
HaAM4YMM CNeLmManmcToB Mo 3alimTe AaHHbIX B 00-
NacTU 34paBOOXPAHEHMA, MOCKONbKY B Npegenax
topucamKkummn Cotosa ocyuectsasetcs obpaboTka
60/1bLIOro MaccMBa «MeAULUHCKUX» OaHHbIX.
MpoBeaeHMe OLLEHKN BO3AENCTBUA HA 3aLLUTY
AaHHbIX MOMOTAeT OLEHUTb NPOUCXOXKAEHWE, Xa-
paKkTep, 0COBEHHOCTM U CEPbE3HOCTb PUCKA Hapy-
LWeHus npas n ceobog GU3MYECKMX InL, K KOTO-
poMy MOTYT NPUBECTU onepauum no obpaboTke.

B cooTBETCTBMM C NONOXKEHUAMU PernameHTa
OpraHusaummn 3apaBooxpaHeHmsa 06a3aHbl CO06-
LaTb O HapyLeHNAX 6e3onacHoCTH (B TeyeHue
72 4acoB) He TO/IbKO B MECTHbIN OpraH rno 3aluTe

OaHHbIX, HO U PU3MYECKMUM AMLAM, YbU NepCco-
Ha/bHbl€ AaHHble MOTYT ObITb CKOMNPOMETUPO-
BaHbl. B HacToALlee BpeMsA Ha HaZHALNOHA/IbHOM
N HaLUMOHANbHOM YPOBHSAX CTOUT 3a4a4a chopmy-
NINPOBaTb YeTKUE, NPaKTUYHbIe N 3DPEKTUBHbIE
npoueaypsbl B C/ly4ae HapylLleHun, BK/IOYasa yBe-
OOMJIEHNA O HapyLLEeHWM, BOSMOXKHOCTU 0OHapy-
YKEHUA N pearnpoBaHuA.

B cnyyae yTeukn gaHHbIX (BKIOYan packpbl-
TMe BpayebHOol TaliHbl) WTpadbl MOTyT AOCTUraTb
20 mnH eBpo nnm 4 % ot obwero rogosoro o6o-
poTa, B 3aBUCMMOCTU OT TOr0, Kakasi cymma 60/b-
Wwe. B 4acTHOCTM, OAHO U3 KPYMHbIX HAPYLIEHN B
CeKTope 34paBooxpaHeHma npounsowno 8 2018 r. 8
6onbHMLe MopTyranmn. Ha opraHmnsauymio 6bia Ha-
NnoXeH wtpad B pasmepe 400 000 eBpo 3a AocTyn
K A@aHHbIM NaumeHTa Yepes noxHble npodpuan'®,

Y10 KacaeTtca rocygapcts — vaeHos EC, TO oHM
MOTYT CAMOCTOATENIbHO YCTaHaB/IMBaTb NPaBuUaa
OTHOCUTE/IbHO BO3MOMXKHOCTM HANOXEHNA aaMU-
HMUCTPATUBHbIX WTPadOB Ha OpraHbl N OpraHu3a-
umm (B TOM uncne B 061acTu 34paBoOXpaHeEHUs),
YyYpeXAEHHbIE B 3TOM rocyfapcTBe-yieHe, 1 pas-
mep Takoro wrpada.

Ewie o4HMM SOKYMEHTOM, AENCTBYOWMM Ha
ypoBHe EC un 3aTparnsatowmm npobaemaTmry
TauHbl, ABnsaetca Oupektnsa 2002/98/EC Espo-
nemckoro napaameHTa n Coseta ot 27.01.2003,
yCTaHaB/MBaloLWanA CTaHAapTbl KayecTBa U bes-
onacHoctu ans cbopa, TecTMpoBaHus, 06paboT-
KW, XPaHEHWSA U pacnpeaeneHns KpoBn YesnoBeKa
M KOMMOHEHTOB KPOBU M BHOCALLAA NONPABKK B
[upektnsy 2001/83/EC?°.

YKaszaHHaA [upeKTuBa yCTaHaBAMBAET CTaH-
0apTbl KayecTBa M 6€30NacHOCTU YesioBeYecKoi
KPOBM N ee KOMMOHEHTOB A5 obecneyeHuns BbiCoO-
KOro YPOBHA 3alUuTbl 340PpOBbs, OXBaTbiBaa cbop
M aHa/IN3 KPOBMU, a TaKKe ee 0bpaboTKy, XxpaHe-
HMe N pacnpegeneHne Npu UCNoAb30BaHUN AN
nepenMBaHuA. B KOHTEKCTE 3aLLUTbI NEPCOHaNb-
HbIX AaHHbIX (BKAtOYaA BpavyebHyto TalHy) OCHO-
BOMOJIaraloLWmMm ABASETCA NOJOXKEHME, COTNACHO
KOTOpOMy cOBpaHHble AaHHble 4OHOPOB, BK/OYas
reHeTU4YecKyto MHGOPMaLMIO, AHOHMMU3NPYIOT-
€A, YTO AeNlaeT HEBO3MOXKHOM UX NocaeayoLyo
naeHTuduKaumto. ApaHTUA aHOHMMHOCTU AaHHbIX
OOHOPOB, NPeAyCMOTPEHHAA Ha HAAHALMOHA N b-
HOM YpPOBHe, AB/AeTcA 6e3ycnoBHOW. Mpu aTom
opraHusauum, ocywecteastowme cbop n aHanu3
KPOBM N ee KOMIMOHEHTOB, OLLEHMBAIOT BCEX A0-
HOPOB KPOBW, TECTUPYIOT NOJIYYEHHbIN MaTepuran

13 URL: https://www.gdprregister.eu/gdpr/healthcare-sector-gdpr/ (nata obpawerua: 10.01.2024).
20 URL: https://eur-lex.europa.eu/legal-content/EN/NIM/?uri=CELEX:32002L0098 (aata obpalueHuns: 12.01.2024).
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(Hanpumep, 4TOBLI NPOBEPUTL, HET 1M Y AOHOPA
renatuta B unu C) n obecneunsaloT Haanesxallee
XpaHeHWe, TPAHCNOPTUPOBKY U pacnpeaeneHue
OOHOPCKOM KpOoBMU.

OnbIT 3apy6eXHbIX rocyAapcTB

Ha HauMOoHaIbHOM YPOBHE MOXHO OTMETUTb PAS4,
CXOAHbIX YepT B peryiMpoBaHmu. PacnpocTpaHeHa
3anpemumesnsHaAA NPAKMUKA, TO ecTb No obLiemy
npasuay pasraaweHne paccmaTpmBaemon nHoop-
Maumu 3anpeLLeHo. 3aKpenaeHo onpegeneHme oc-
HOBHbIX BUA0B OTBETCTBEHHOCTM 33 pa3rnalleHue.

ABcTpua. MNoHATHe BpayebHOM TaliHbl B AB-
CTpUCKoM Pecnybaunke packpbliBaeTca B CT. 54
3aKoHa o Bpayax 1998 r.: Bpay 1 acCUCTUPYIOLLAIA
eMy nepcoHan 06s3aHbl XpaHUTb B TalHe Ntobyo
MHPOPMALMIO, LOBEPEHHYIO MM WU NONYYEHHYIO
MMM B PaMKaxX UCNONHEHNA UX NPOPECCUOHANbHbIX
obA3aHHOCTEN.

B aBCTpUICKOM NpaBoOBOMN cUCTEME AaHHbIN
WHCTUTYT OTHOCUTCA K KaTeropum npopeccnoHanb-
HbIX TaH, K KOTOPbIM TaKKe OTHOCATCA HOTapu-
a/lbHaA, a4BOKATCKAA U MHbIEe CXOA4HbIE BUAbI TalH.
Kak HeogHOKpaTHO OTMeYan B CBOUX peLleHmax
BepxoBHbIl cya ABCTpuiickon Pecnybamku, obn-
3aHHOCTb MeAMNLMHCKMX PabOTHUKOB NO COXpa-
HeHMo BpayebHOM TalHbl BbITEKAEeT M3 6a3oBOro
NPUHLMMNA HEMPUKOCHOBEHHOCTM YAaCTHOW KN3HM,
3aKpenieHHoro B CT. 16 Bceobuuero rpaxkaaHcKoro
YNOXeHUA ABCTPUM.

Mpu 3TOM B COOTBETCTBUM CO CIOKMBLIENCA
cyaebHoOM NpakTUKOW Npu3HaeTca Heobxoau-
MOCTb OXPaHbl BpayebHOW TalHbl M NOC/ie CMepTH
nauueHTa. B cBA3KN € TeM, YTO UHCTUTYT BpavebHOM
TalHbI CyLeCTBYET A5 3aLMUTbl YACTHOM KU3HU
KOHKPETHOro /inLa, NpaBom ocBob6oanTb OT 061a-
3aTeNbCTBa NO COXPAaHEHMUo BpavyebHOM TaliHbl
HaAeNeHOo N1LWb 3TO NMLLO.

FepmaHuaA. PabOTHUKM MeANLMHCKUX N Hayy-
HO-UCC/efoBaTeNIbCKUX OpraHu3aumin B lfepma-
HUM 065s3aHbl coba0aaTh KOHPUAEHUMANBHOCTD
(Schweigepflicht — «0653aHHOCTb XpaHUTb MONYa-
HWe») B OTHOLWEHMM Bcex GaKTOB, KOTOpbIe A0Be-
pseT MM NauMeHT BO Bpems obpalleHua u nede-
HUA. TONIbKO NPU 3TOM YC/IOBUU MEXKAY Bpayom
M NaLNEHTOM MOTYT BO3HUKHYTb HEOOX0aMMble
O0BepUTENbHbIE OTHOLIEHMUS.

MoHATUE TaliHbl pacnpocTpaHaeTca Ha Bce pak-
Tbl, KOTOPble U3BECTHbI ONpeaeneHHON, AEHTU-
duumpyemon rpynne nuL, B COXPaHEHUMU CEKPET-
HOCTW KOTOPbIX NAUMEHT UMeeT GaKTUYECKUIA U
onpaBaaHHbIN MHTepec. 06A3aTeNbCTBO XPAHUTD

TalHy pacnpocTpaHAeTCA Ha XapaKTep U TeueHue
3aboneBaHus, aHaMHes, AMArHO3 U Tepanuio,
NcUXmMyecKme HapyleHus, Gusnyeckne n ncuxo-
JNlornyeckne ocobeHHOCTU, UCTopUto bonesHu,
pes3ynbTaTbl 06c/eA0BaHNI U BCIO IMYHYIO, NPO-
dbeccnoHanbHy, SKOHOMMUYECKYIO U PUHAHCOBYIO
nHdopmaumtio.

Kpome Toro, cama nMYHOCTb NauMeHTa, Kak
M NPUUMHBI, MO KOTOPbIM OH 06paTucaA K Bpayy,
TaKMKe COCTaBAAT BpavyebHylo TaliHy. MpaBo na-
LMEHTOB Ha KOHPUAEHUNANBHOCTb BbITEKAET U3
npaBa Ha MHGOPMaLMOHHOE camoonpeaesnieHune,
KOTOpOe HaxoamTca nog 3awmTtol (a63. 1cr.2 un
a63. 1 c1. 1 OCHOBHOrO 3aKOHa).

HecobntogeHne 0683aHHOCTM MO COXPAHEHUIO
KOHOMAEHUNANBHOCTM TallHbl U HapyLLEHWA NpaB
naumeHTa Ha MHPOpPMaLMOHHOE camoonpeaesne-
HMe cnocobHO BbI3bIBaTb NPOTUBOPEUMA U NPU-
BOAWUTb K KOHG/IMKTaM KaK Cpean Y1eHOB CEMbMY,
TaK U MeXay BPauyom U NauMeHTOM. ITO MOXKET
UMEeTb He TONIbKO NPodeccMoHabHO-3TUYECKKE,
HO U IopUanYEeCcKUe nocneacTema. B Takoi cutya-
U1K, MOMMMO BO3MELLLEHMA yLLepba, Bpay MOXKeT
CTONIKHYTbCA C OCYKAEHWEM U HaKa3aHMEM B BUAE
NnweHna ceoboabl Ha CPOK A0 OAHOro roga Unu
wrpadom (cornacHo ct. 20312 YronoBHOro Koaek-
ca OPr). Takxke B cooTBeTcTBUM ¢ PegepanbHbim
3aKOHOM O 3aLUuTe AaHHbIX Bpay 06A3aH GMKcUpo-
BaTb W iepXKaTb B CEKpeTe NpeaocTaBieHHble emy
naLMeHTOM 40BEPUTE/IbHbIE CBEAEHMA, KOTOPbIE
MOTYT UMETb He TO/IbKO MeaULUNHCKOE CoaepKa-
Hue. Bpau gonxeH obecneymnTb 3alUNUTY STUX AaH-
HbIX OT ZIO0CTYNa TPETbUX UL, U UX UCMONb30BaHMUA.

Kpome Bpaueit, 0683aTenbCTBO XPaHUTb Mean-
LMHCKYIO TalHY NEXNUT TaKKe Ha Me4NLMHCKOM
rnepcoHasne, BKAOYaA MeAcecTep, HAHb, MeaTex-
HMKOB U CTa)KepoB B HO/IbHMLAX, a TaK}Ke Ha Co-
TPYAHWUKAX perucTpaTypbl. ALMUHUCTPATUBHbBIE U
pyKoBogsLme paboTHUKKN 6onbHUL, 0bnagatowme
OAHHbIMW O NAUMEHTaX, TaKXKe AOJIKHbl cobto-
0aTb KOHOUAEHUMANbHOCTb.

Noptyranua. Ctatyc BpauyebHO TalHbI pery-
nupyetca 3akoHom ot 21.03.2014 Ne 15/2014,
COr/IaCHO KOTOPOMY «NpodeccnoHasbHble paboT-
HUKW CUCTEMbI 3[1paBOOXpPaHeHnA 06A3aHbl Xpa-
HUTb TaliHY B OTHOLEHMN HAKTOB, KOTOPbIE CTANN
MM M3BECTHbI NPW UCMOHEHMM X 06s3aHHOCTEN,
€C/IN 3aKOHOM He YCTaHOBNeHO MHoe Nnbo cyaeb-
HbIM pelleHnem npeanucaHo npeaocraBiaeHmne
COOTBETCTBYIOLWMNX AaHHbIX» (CT. 6). bonee KoH-
KpeTHO noaobHble BONPOChbl PacKpbIBAOTCA B
PernameHTte OpaeHa Bpayei MopTyranmm o me-
AUUMHCKoM aTuKe Ne 707/2016 ot 20.05.2016.
CornacHo ct. 30 PernameHTa meguumMHcKana TaliHa
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OcobeHHoCMU Npagoso2o pe2yuposanus pexuma maiiel (8kiouas paye6Hyto maiiHy) npu nposedeHuUU 2eHemuYecKux Ucc1e008aHu

«pacnpocTpaHseTcsa Ha Bce $aKTbl, KOTOpble CTa-
NI N3BECTHblI MEAUNKY B XOAE OCYLLECTB/IEHUA €ro
npodeccnmoHanbHOM AeATeNbHOCTU AN B CBA3MU C
HeM» 1 «KNPOAOANKAET COXPAHATLCA MOC/E CMEPTU
6oabHOrO».

®dpaHuma. Bo PpaHunu geincreyet Koagekc 06-
LLeCTBEHHOrO 3paBooXpaHeHna%l, YkazaHHbIN akT
npeAcTaBAAeT UHTEPEC B CBA3M C BKAOYEHMEM B
Hero NosoXeHus, KoTopoe 0b6A3bIBAET NALUMEHTOB
(npu obHapyKeHUN XKU3HeyrpoxKatLero 3abosne-
BaHMWA B pe3y/bTaTe reHeTUYEeCKOoro TeCTMPOBAHWMA)
MHPOPMMPOBATb CBOUX POACTBEHHMKOB O PUCKAX
pa3BUTUA Y HUX TaKMX 3abonesaHuii. PacnpocTtpa-
HAeTcA 3Ta 06A3aHHOCTb Ha C/lyYyaun, Koraa 3abo-
NleBaHWE MOKHO BbIIEYUTb AN NPESOTBPATUTD
ero passuTue.

Pa3speLueH Tak»e Bonpoc 06 MHGOPMUPOBaHNK
POACTBEHHMKOB B C/ly4yae, eC/iM CaM NaLUEHT He
HamepeH 3HAaKOMMUTbCA C pe3y/bTaTaMu reHeTu-
YEeCKOro TECTUPOBAHUA U NOAYYaTb 3aKAI04EHNE
reHeTMKa. KogeKkc npeanumcbiBaeT, YTO C corlacus
naumeHTa MeguUNHCKNN PaboTHUK OO0MKEH Npo-
MHPOPMMPOBATL Y1EHOB CEMbW MALMEHTA O pUC-
Kax pa3BUTUA OOHAPYKEHHbIX HACNEACTBEHHbIX
3abos1eBaHuU.

NHbOopMMpOBaHME OCYLLECTBAAETCA B NMUCh-
MeHHOM popme C BKAHOUYEHMEM B LOKYMEHT KOH-
TaKTOB OTBETCTBEHHOIO MEANLMHCKOrO paboTHMKa
AN CBA3M U NONYYEHUS AOMNONHUTENBHOM MHOP-
maummn 06 obcnenoBaHMM M BOSMOXKHOM M1aHe
neyeHus.

OnbiT Poccuiickoin Oepepauun

OCHOBHbIM aKTOM, PeryampytoLwmnm paccmaTpu-
BaeMbli BONpoc, asnsetca PenepanbHbiii 3aKOH
01 21.11.2011 Ne 323-93 «O6 ocHOBax OXpaHbl
300pOBbA rpaxaaH B Poccuitckoinn Gepepaumnmn»??,

Cratba 13 gaHHoro ®eaepasbHOro 3aKoHa,
o3arnaBneHHasa «CoxpaHeHMe MeaULUHCKOM
KOHOUAEHLUMANbHOCTMY, onpeaenseT NoHATUE
BpayebHoOl TalHbl, 06bem cBefeHUM, oXBaTbl-
BAaeMbIX 3TUM NOHATUEM, a TaKKe 06CTOATENLCTBA,
Nnpu KOTOPbIX 40MNYCTUMO PacKkpbiTe nHpopma-
LMK cocTaBastowmx BpavyebHyto TanHy. Cornac-
HO 4. 3 paccMaTpMBaEeMOl CTaTbM pasrnalieHune
KOHOUAEHLUMANbHbIX CBEAEHUMN, MONYYEHHbIX B

pes3ynbTaTte JieYeHUsa Uan yyacTus B UCCnenoBa-
HUAX, BOSMOXHO /INLWb B LEenax MeanLnHCKOro
obcnefoBaHMA U nevyeHUs NaumMeHTa, nposese-
HWA HAYYHbIX UCCNEeL0BaHUI, X ONYHANKOBAHMA
B HAYyYHbIX U34aHUAX, UCMOIb30BAHUA B y4eb-
HOM npouecce U B UHbIX LLeNnAax TO/IbKO Ha OCHO-
BAHWUM NUCbMEHHOIO COMNacuA rpaXaaHuHa Uam
€ro 3aKOHHOro npeacrasuTens. B cootTseTcTBUM
C POCCUIACKMM 3aKOHOAATENBCTBOM NOHATUE «3a-
KOHHble NpeaCcTaBUTENIM HECOBEPLLIEHHONETHETO»
BKAtOYAET B cebA poauTeneit, ycblHoBuTeNen, one-
KYHOB WK noneymTenen, a TakxKe npeacraBuTe-
e yupexxaeHnin unm opraHmMsaumin, KOTopbim OH
[0BEPEH, W OpraHbl ONEKN U NoNeYnTenbCTea. Y1o
KacaeTcA NMCbMEHHOr0 COrMacuA Ha pasrialleHume
TaliHbl, TO €ro ocHoBHas dopma npeacTasseHa
Kak MHGopMUpoBaHHOe J06pOBOIbLHOE Ccora-
cve Ha MeAMLLMHCKoe BMeLlaTenbCcTBo. B aTom
[OKYMeHTe MaumeHT UAK ero 3aKOHHbIN NpeacTa-
BMTE/Ib MMEET NPABO YKasaTb, KOMY COTPYAHMUKM
MegUUMHCKOM opraHM3aLmMm MoryT nepeaaBatb
MHbOpPMaLMIO O ero 340Pp0BbE, B TOM YMC/E Nocae
cmepTn?s,

B npaKTuKe HepeaKo BO3HMKAOT pasHoriacus,
Kacatolmecs NnpegocTaB/ieHns CBeAeHWNM, CoCcTaB-
NAoWwmMx BpavyedbHyo TaliHy, HanpMmep No 3anpocy
agBoKaTa (peweHue NMepBomalickoro paioHHOro
cypa ropoaa KpacHogapa ot 23.03.2017 no aeny
Ne 2a-7993/17).

MpumeHUTENBHO K paccmaTpusaemoi chepe
0cob0 MHTepecHo noctaHoBeHne KOHCTUTYLLK-
oHHoro Cyaa P® ot 13.01.2020 Ne 1-M «MNo geny
O NPOBEPKE KOHCTUTYLLMOHHOCTM YacTen 2 1 3
ctatbn 13, nyHKTa 5 4vactn 5 ctatbn 19 nyactn 1
ctatbm 20 PepepanbHOro 3akoHa “O6 ocHoBax
OXpaHbl 340p0BbA rpaxkaaH B Poccuiickoit deae-
paunn” B cBsA3M C *Kanobol rpaxkaaHku P. [1. Ceeu-
HWKOBOW» (Zeno cBA3aHo ¢ TpeboBaHMEM Cynpyru
yMepLUero naumeHTa Noay4ymTb A0OCTYN K ero me-
OVUMHCKOM MHbOopMaLunm).

B noctaHOBAEHUM OTMEYEHO, YTO AOCTYN K
MeAULNHCKOMU MHOOPMALMM YMEPLLETO MOXKET
noTpeb0oBaTbCA Y1€HaM ero cembm B CBA3M C pea-
NM3aumet MMM CBOEro NpaBa Ha OXpPaHy 340Pp0BbA
N MeANUMHCKY0 nomolib (4. 1 cT. 41 KoHCTUTy-
uum P®), B YaCTHOCTM NpK HEOBXOAUMOCTHU Ana-
FTHOCTUPOBAHMA N IeYEHUA FreHETUYECKUX U UHbIX
3aboneBaHuii.

21 URL: https://www.legifrance.gouv.fr/codes/texte_|c/LEGITEXT000006072665 (aata o6pauwieHns: 02.03.2024).

22 CMNC «KoHcynbTaHTMAOCY.

23 Cm.: Masntok FO. b. Hekotopble ocobeHHOCTM cobntogeHna BpadyebHoM TalHbl U NPUMEHEHUA NOOMKEHMUN
3aKOHOAaTeNIbCTBaA, PErynpyIoLLLEro OCHOBbI OXpaHbl 340Pp0BbA rpaxaaH // CospemeHHoe npaso. 2021. Ne 8.

C. 33-37.
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Tem 6onee, 4To NpoBo3rnaweHne Poccun
COLMANBbHbBIM FOCYSapPCTBOM, B KOTOPOM OXPaHA-
oTCA TPyA U 380poBbe ntogen (4. 2 c1. 7 KoHeTu-
Tyummn P®), 0653bIBaeT rocygapctso paspabortatb
3bPEKTMBHbBI MEXAHU3M pean3aunm AaHHOIo
KOHCTUTYLLMOHHOTO NpaBa, NpeAnonaramLwmin B
cuny TpeboBaHmsa Y. 3 cT. 41 KOHCTUTYUMKM BO3-
MOHOCTb Hag/iexal,ero 1 CBOEBPEMEHHOTO
MHGOPMMPOBAHUA FPaXKaAaH MeSULIMHCKMMU Op-
raHM3aLMsamMmM O NPeacTaBAAOWMX YIPO3y ANA UX
KU3HU U 340Pp0BbA 3a60/1€BaHUAX YMEPLUNX Yne-
HOB MX cemeir?*,

be3ycnoBHO, pacCMOTPEHHOE Ae0 NOBAMANO
Ha nocneaytoLLyto TpaHchopmaLMo HopMaTUB-
HO-MPaBOBOrO PeryinpoBaHMA BpauebHOM TalHbI
B Poccuiickont depepauymn. Ctatba 13 aHanunsu-
pyemoro ®esnepanbHOro 3aKOHa NOMNOAHMAACH
yacTtblo 3.1, KoTopana 3aKkpennaeT NOPAJOK pas-
rnaleHua CBefeHUI, COCTaBNAOWMX BpaYebHyto
TalHy, Nocne CMepTu rpaxkaaHnHa. Paccmatpu-
BaeMble MOMIOXKEHUA KOHKPETUIMPYIOTCA NPUKa-
30m MuH3gpasa Poccmm o1 12.11.2021 Ne 1051H
«06 yTBEpaeHun MNopagKa gavm nHopmmpo-
BaHHOro A406pOBOMLHOIO COrNacuA Ha MeaULMH-
CKOe BMeLLaTeNbCTBO U 0TKa3a OT MeAULLMHCKOro
BMellaTe/ibcTBa, GopMbl MHPOPMUPOBAHHOTO
[06pOBO/ILHONO COrNacKA Ha MeguLMHCKOe BMe-
LWaTenbCcTBo M GOpMbl OTKa3a OT MeAUNLMHCKOTO
BMeLlaTenbcTBa»>.

Yactbto 4 cT. 13 aHanusmnpyemoro deaepanb-
HOro 3aKOHa NpeayCMOTPEHbI Cay4Yau, Koraa
npepocTaBaeHne CBeeHW, COCTaBAAOLWMNX Bpa-
yebHyto TallHy, AonycKaeTca 6e3 cornacus rpaxaa-

HWHA MK ero 3aKoOHHOro npeacrasuTens. lNepe-
YyeHb TaKUX CNy4YaeB ABAAETCA MCYEPMbIBAIOLLUM.
B 4aCTHOCTU, K HUM OTHOCUTCS NpesoCTaBAeHne
MHPOPMaLMM NO 3aNPOCamM OPraHOB A03HAHMA U
cneactsma nnbo cyaa B CBA3M C NPOBeAEeHNeM pac-
cnefoBaHUA Uan cyaebHbiM pasbupaTenbCcTBOM,
3anpocam OpraHoB NPOKypPaTypbl B CBA3M C OCy-
WEeCTBAEHMEM MMM MPOKYPOPCKOro Haa3opa. MNpu
3TOM Heo6X04MMO OTMETUTb, YTO 3aNpPOC aA4BOKaTa
He AB/IAETCA OCHOBaHMEM AA NpeaoCTaBleHun
CBeZeHUI, COCTaBAAOWMX BpauebHyto TaltHy, 6e3
cornacus nauMeHTa UAM ero 3aKOHHOro npeg-
ctrasutena®®. CypebHan npakTuka noaTsepxaaeTt
MHOTOUYMCNEHHbIE OTKA3bl af4BOKaTam B NoJyye-
HUK nogobHoro poaa ceeaeHnin?’. Bmecte ¢ Tem
afBoKaTaM peKomMeHAyloT uctpeboBaTb TaKyto
MHPOPMALMIO, UCMONb3YA MEXaHU3M NOAAUYN XO-
haTtaiicte 06 uctpeboBaHMKN CBEAEHMN OPraHOM
rocyaapcTeeHHol snactn?s.

B KOHTeKcTe npobaemaTUKM pasrnaweHns
TalHbl NPUMEHUTENBHO K FTeHEeTUYECKMM 1cce-
OOBAHUAM MHTEpeC NpeacTaBasieT BO3MOXKHOCTb
obmeHa nHdopmaumen MeanUUHCKMMU OpraHun-
3aUMAMMK, B TOM YMC/IE PAa3sMELLEHHOM B Meau-
LUHCKNX MHOOPMALMOHHBIX CUCTEMAX, B Lenax
OKaszaHuA MeanUMHCKoM nomolm. C yyeTom Toro,
YTO pPe3ynbTaTbl FEHEeTUYECKUX UCCNefoBaHUM
(BKNtOYAn reHeTUYECKOE TECTUPOBAHUE) UrpatoT
K/Il0YEBYIO PO/Ib B TOYHOM AMArHocTMKe 3abonesa-
HWI 1 NocNeayloleM HanpasaeHnn NnaumeHTa ans
MoNy4YeHus KayeCTBEHHOM MeaULMHCKON MOMOLLLM
C MMHUMAa/IbHbIMU BPEMEHHbIMU U GUHAHCOBBI-
MW 3aTpaTaMm, MeguLMHCKME yupexaeHua cTpe-

24

25

26

27

28

Cm.: XKepebuos A. H., lMewkoea (benozopuyesa) X. B., AsepuHa K. H., Aeubanosa E. H., Bedsiwesa H. O., BopoH-
yoea E. B., flaHunos I1. C., MeHKkeHos A. B., lyykoea B. B., Pomko C. B., Camolinosa I0. b., CeHoKkocoea E. K.,
YepHyce H. 10., benses M. A., 3azopckux C. A., Komyxos C. A., TumoweHko /. A. KommeHTapuin K Gepe-
panbHOMY 3aKoHy OT 21 Hoabps 2011 r. Ne 323-d3 «O6 ocHOBax OXpaHbl 340POBbA rpaxKaaH B Poccuiickoi
depepaummn» // CNC «KoHcynbtanTMoc». 2022 ; PomaHosckuli I. 6., BynaHos A. A. MNpaBoBble OCHOBbI Npe-
[OCTaBNEHUA MHOOPMALMN MEeANLIMHCKOM OpraHun3aumein 0 CMepTu nauueHTa 6AM3KUM poacTBEHHMKaM //
MegunumHcKoe npaso. 2022. Ne 3. C. 9-13.

Mpwukas MuH3gpasa Poccum o1 12.11.2021 Ne 1051H «O6 yTBepxaeHum MNopagka gaun MHGOpMUPOBAHHOTO
[06pOBONBHONO COrlacuMA Ha MeAULMHCKOE BMELIATENbCTBO M OTKa3a OT MeAMLMHCKOrO BMeLlaTeNbCTBa,
bopMbl UHPOPMUPOBAHHOTO J,O6POBONLHOIO COrMACUA Ha MeAMULMHCKOE BMELIATENbCTBO U pOpPMbI OTKa3a oT
MeAMLMHCKOrO BMeLlaTenbcTBa» (BmecTe ¢ Mopaakom Aayun MHPOPMUMPOBAHHOTO A06POBOALHOMO COrNacus
Ha MeAMUMHCKOe BMeLLATeIbCTBO U OTKa3a OT MeAULIMHCKOrO BMeLlaTe/IbCTBa B OTHOLIEHUM onpeaeneHHbIX
BWA0B MeanUMHCKUX BMelnaTtenscts) // CNC «KoHcynbTaHTM OO,

Cm.: Llesyoea 0. M. OcobeHHOCTN OKa3aHMA NPaBoOBOM NOMOLLM alBOKAaTOM B MeAULMHCKOM npase // Aaso-
KaTCKaa npakTuka. 2024. Ne 2. C. 25-30.

Hanpumep, cm.: peleHuns OTpaZHEHCKOro ropoackoro cyaa Camapckoii o6iactn ot 13.01.2020 Ne 2A-48/2020
no geny Ne 2A-48/2020, Meyopckoro ropoackoro cyaa Pecny6amkn Komu ot 06.06.2019 Ne 2A-976/2019 no
aeny Ne 2A-976/2019.

Temup-bynamosa A. A. AKTyanbHble NPo6aemMbl U NPaKTUYECKME aCMNeKTbl MOYyYEHMA aABOKATOM CBEAEHUI C
MOMOLLLbIO a4,BOKATCKOro 3anpoca // AaBokaTtckasa npaktuka. 2021. Ne 3. C. 12-18.
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MATCS MAaKCMMaJ/IbHO MCMOJIb30BaTb BO3SMOMXKHOCTb
obmeHa nHpopmaumen, oTHOCALLENCA K paccma-
TpuBaemol TaillHe. BmecTe ¢ Tem nepefava ceege-
HWI, KOTOPble OTHOCATCA K FTEHETUYECKUM UcCne-
[OBaHUAM, PErynpyeTca 3aKoHO4aTe/IbHO — OHa
NPOBOAUTCA B COOTBETCTBMM C NMOPALKOM, YCTAHOB-
NeHHbiMm ®epepanbHbiM 3akoHOM oT 27.07.2006
Ne 152-d3 «O nepcoHanbHbIX AaHHbIX»2,

PaccmoTpeHHble 0b6cTOATENBCTBA ABAAKOTCA
UCKAOYEHUAMM, NOATBEPKAAOLLMMM 0bLLee npa-
BO, — 3anpeT Ha pa3rfalleHune cBeAeHUM, CBA3AH-
HbIX C FEHETUYECKMMM UCCAEL0BaHUAMM.

3a HenpaBoMepHOe pasrialleHne cBeaeHUM
POCCMIACKMM 3aKOHOAATEIbCTBOM MPeaycCMOTPeHa
OTBETCTBEHHOCTb, BUAbI KOTOPOI1 3aBUCAT OT 06-
CTOATENbCTB Aena.

TaK, rpa*kgaHnUH MOXKET NPUBIEYb MeANLMH-
CKYIO OpPraHM3aumIo U ee COTPYAHMKOB K rpaxKaaH-
CKO-NpaBoOBOM OTBETCTBEHHOCTM (Ha OCHOBAHUM
cT. 15, 150, 151, 1064, 1068, 1099, 1101 TK PO,
a TaK¥XKe PyKOBOACTBYACb 3aKOHOAATENbCTBOM O
3aWmMTe npas NoTpebuTteneit n o NnepcoHaibHbIX
AaHHbIX). [paXKAaHWH TaKXKe MMeeT BO3MOMXKHOCTb
0bpaTUTbCA K NPOKYpOpY c Npocbboii 0 Bo3byxKae-
HUW aena 06 aAMUHUCTPATUBHOM HapyLeHUK
M3-33 pPacKkpbIiTMA MHGOPMALMK C OFrPaHUYEH-
HbIM AOCTYNOM, 4Tobbl NpMBAEYL HAPYLUMUTENA K
aAMWUHUCTPATUBHOM OTBETCTBEHHOCTU (cT. 13.14
KoAll PO).

B 3aBMCUMMOCTM OT 06CTOATENBCTB Aena COTPYA-
HWK MeAMLMHCKOW OpraHM3aummn MoXeT bbiTb Npu-
B/IEYEH K YrONIOBHOM OTBETCTBEHHOCTU (CT. 137
«HapyweHMe HEMPUKOCHOBEHHOCTU YAaCcTHOM
Mu3Hn» YK POD).

BmecTe ¢ Tem HeO6XO0AMMO OTMETUTL, YTO B
POCCUIACKOM 3aKOHOAATENbCTBE HE COAEPKMUTCA
cneundPuKM perynmMpoBaHms TamHbl NPUMEHHN-
TENbHO K KOHKPETHbIM chepam ee NpUMeHeHUA
(BKkNtouas cdepy reHEeTUUYECKUX UCCNedoBaHNA).

BbiBogb!

AHanM3 HOPMaTUBHO-MPaBOBOrO peryMpoBaHua
peXnma TaliHbl NPy NPoBeAeHUN FeHEeTUYECKUX
nccnenoBaHuiA Ha r106asibHOM, PErMOHaIbHOM U
HaLMOHaNbHOM YPOBHAX NO3BOASAET CAeNaThb Bbl-
BOZ, O TOM, YTO OHO HY)K/[aEeTCA B COBEPLUEHCTBO-

2% CNC «KoHcynbTaHTMAOCY.

BaHMM U cneumobUKaLmm C y4eToM CTPEMUTENBHOTO
Pa3BUTUA FEHETUYECKUX TEXHONOTUA.

YcmaTtpuBatoTca cneaytowme TeHAEHLMN pas-
BMTUSA HOPMATUBHO-NPABOBOTO PEryinpoBaHUs:

1. Ha rnobanbHOM ypOBHE OCHOBHblE Hayana
perynaTopukm onpeneneHbl B akTax K MArKOro»
npasa, KOTOpPble HOCAT PeKOMeHAATeNbHbIN Xa-
PaKTEP U HE COAEPHKAT MEXAHU3MOB, OPUANYECKM
06A3bIBalOLWMX rOCYAaPCTBA, NOANMCABLUME AaH-
Hble AOKYMEHTbI, BOM/IOWATb B XXM3Hb X HOPMbI.
Tem He meHee Hef0OLEHMBATb NPAKTUYECKYIO
No/b3y AaHHbIX aKTOB HEeNb3A. YUNTbIBAA YNCO
rocyapcrs, NpeacTaBUTeNM KOTOPbIX MOCTaBUAN
NOAMMCb NOoA, KNOUYEBbIMU AOKYMEHTAaMU (LeKna-
paunamm) OHECKO B chepe BMOITUKKU U reHeTu-
YECKUX UCCNef0BaHUMN, MONOKEHUA TAKUX LOKY-
MEHTOB NPMOBPETAIOT XapaKTep MeXKAYHAPOAHbIX
06bluaes3’, ABNAIOLWMXCA OCHOBHbIMM MCTOYHMKA-
MW MeXyHapoAHOro npaea.

2. Ha perMoHanbHOM ypOBHE peryanposaHue
BpayebHOM TalHbl NONy4YaeT CBOe pa3BUTME B
npase EBponeickoro Coto3a, NOCKOAbKY MMEHHO
Tam yHUbULUMPOBaHbI NpaBuaa o6paboTku nep-
COHaNbHbIX AaHHbIX, K KOTOPbIM OTHECEHbI AaH-
Hble 0 340poBbe YenoseKa. MNpu atom B npase EC
npoucxoaunt guodepeHumaumn ceeeHmnI, COCTaB-
NALWMX MHGOPMaLLMIO O 34,0POBbE YeoBeKa, —
€BPONENCKUI 3aKOHOAATENb K TAKUM CBEAEHUAM
OTHOCWT B TOM YMC/le TEHETUYECKUE AaHHbIE.

locymapcTBa-y4neHbl MOTYT Ha HALMOHANbHOM
ypoBHe onpenenatb 6onee cTtporne npasmna
06paboTKK, UeM HepeaKo U Nonb3ytoTca. TeHaeH-
uma K gupdepeHumaunm ceefeHnii 0 COCToAHUU
3[0pOBbSA, BblYieHEHUE cneundrnKkm o6paboTku
Pa3/INYHbIX A@HHbIX O 340POBbE YE/NOBEKA U pPas-
paboTKa COOTBETCTBYIOLLEN PErYAATOPUKN — MO
3TOMY NYTK CTapatoTCA UATU Te IOPUCOUKLUN, B
KOTOpPbIX reHETUYECKNE UCCNen0BaHNA NOAyYatoT
Hanbonbluee pacnpocTpaHeHue.

3. Hopmbl 3aKoHogaTenbcTBa Poccuimnckom
depepaymnn B 4actn o6paboTKN cBeageHUnm o
COCTOAHWM 34,0POBbA NEPEKANKAOTCA C HagHa-
LUMOHaIbHbIM €BPONENCKUM peryinpoBaHmMem o
NepCcoHaNbHbIX AaHHbIX. BmecTe ¢ Tem B poccuid-
CKOM 33aKOHOZATENbCTBE HE COAEPKMUTCA Cneun-
OUKN perynmpoBaHuA TaliHbl MPUMEHUTENBHO K
KOHKpeTHbIM chepam ee NpumeHeHUa (BKAoYan
chepy reHeTUYECKUX UCCef0BaHUM).

30 NeranbHoe NOHATUE MEXKAYHAPOAHOro 0bbluas coaepXuTca B n. «6» u. 1 ct. 38 CtaTyTa MexayHapoaHoro
cyaa OOH. Noa, HUM NOHMMAIOT A0Ka3aTeNbCTBO BCeOOLWEN NPAKTUKKU, NPU3HAHHOW B KayecTBe MpPaBoOBOWM
Hopmbl. URL: https://www.un.org/ru/icj/statut.shtml#chap2 (gata o6pawenua: 08.10.2024).
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TEHOM
GENOME

CBoeobpasHoi yepTon ABnseTcsa TpaHchopma-
UMA peryaMpoBaHna nog, BO3LenNcTBUEM KOHKPET-
HbIX C/ly4aeB U3 cyAebHOoM NPaKTUKK (B YaCTHOCTY,
nocrtaHosneHne KoHctutyumoHHoro Cyaa PO ot
13.01.2020 Ne 1-1 «[Mo geny 0 NpoBepKe KOHCTH-
TYLMOHHOCTK YacTeit 2 u 3 ctaTbM 13, NyHKTa 5 ya-

ctn 5 ctatbn 19 nyactun 1 cratomn 20 PepepanbHoro
3aKoHa “O6 ocHoBax OXpaHbl 340PO0BbSA FPpaXKaaH B
Poccuiickoit Pepepaumnmn” B cBA3U C XKanoboli rpa-
*AaaHku P. [l. CBe4HMKOBOWM» (Aeno cBA3aHO C Tpe-
H6oBaHMeEM Cynpyru ymepLiero naumeHTa noay4mTb
AOCTYM K ero MeguumMHCKon nHdbopmauun).
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