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Abstract. The article examines the experience of legal regulation of biobanks
in the Nordic countries in the context of the interaction of law and bioethics.
The article analyzes the moral possibilities and legal boundaries of access
to personal data by the state, society and the research community, provided
that the inviolability of private life is strictly observed. On the basis of legisla-
tion of individual Nordic countries, as well as the regulatory framework of the
European Union, the successes and difficulties in achieving the stated goal
are discussed. The issues of opening, functioning and closing of biobanks,
as well as the institutional, value and socio-cultural contexts of relevant prac-
tices are considered separately.
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BBeneHune

Pa3BuTre reHeTuKn, HakonneHne reHeTUYECKNX 3HaHUM N COBEPLLUEHCTBOBaHUE Me-
OVLMHCKUX TEXHOMOIMI NPUBENO K HEOXUAAHHBIM pe3ynbTatamM. Ha CTbike Hay4HbIX
nccnegoBaHum u nevebHbIX NPaKTUK BO3HWK Lierbli KOMMNMEKC TpyaHOPa3peLIMMbiX
npobnem, cBA3aHHbIX C POXAEHNEM U PYHKLMOHMPOBaHNEM 61obaHKoB. [NpakTuye-
CKU Kaxkaas M3 3TMX Npobnem nMeeTt NpaBoBoOe, MOPanbHO-3TUYECKOE, aAMUHNCTPa-
TMBHO-yMNpaBneH4Yeckoe, coLmanbHOe U TEXHUYECKOE N3MEPEHUS, YTO NpeBpaLlaeTt
MOWCKM X PELUeHMs B HETPMBUANbHYIO 3agavy, TPeOyoLwyo 06beaNnHEHNS YCUITMI
cneumanucToB M3 pasHbix obnacren 3HaHusa. Meavku n opucTsl, unocodsl 1 6mo-
WHXEHEePbl, YUHOBHUKM 1 NPaBO3aLUMTHUKN AOMKHbI HE TOMLKO MPUATU K COrnacuto no
MHOIMM BOMpOCaM, Bbi3blBaOLLMM CMOPbI M BHYTPU YKa3aHHbIX NPOdeCcCMOoHanbHbIX
coo0LLecTB, HEOOX0AMMO 3apy4UTLCA NOAAEPKKON 0BLLECTBEHHOCTH, YTO HEBO3MOXHO
6e3 LWMPOoKOoN ANCKYCCUMM, MPOBOAMMOMN C y4acTUeM cpeacTB MaccoBOW MHopMaLmm
1 NO3BOMNSAIOLLEN AOCTUYb KOHCEHCYCA XOTSl Obl MO OCHOBHBIM MOMOXEHNSM.

Kak nssectHo, 6MobaHKOM HasbiBaeTCA cneumanbHO 000pyaoBaHHOE XpaHUNuLLE
(kproxpaHunuLle) 06pasLoB KPOBU M pasnnyHbIX ee NPom3BoaHbIX, a Takke AHK, PHK
1 06pasL0oB TKaHeW YernoBe4ecKoro opraHuama. brobaHku Takke MoryT 6bITb XpaHu-
nvwem nHdopmaumm o buomatepumarnax, YTo NO3BONSAET Ha3bIBaTb UX BUPTYarbHbIMU
OunobaHkamun. BakHOCTb HakonneHus B 3TUX GaHKkax 0CO3HAeTCsa cerogHs Ha caMmom
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BbICOKOM YPOBHE, BblABUraeTcs gaxe nges cosgaHus poccuMimickon HaunoHansHowm
6asbl reHeTU4Yeckon nHpopmaunn?.

Korga cosgaBanuch nepeble 6MobaHKM, HUKTO eLle He npefcTaensan cebe, kakme
nNpobrnembl BO3HUKHYT B AANbHENLLEM, KaK CErOAHSA He NPeACTaBNAeTcs, Kakue BOnpo-
Cbl ByayT BKNIOYEHbI B MOBECTKY 3aBTpaLUHEro AHA. Mexay Tem 4Mcrno HeoXnaaHHo
BO3HMKaOLLUX 3aTPYAHEHUI PACTET C KaXablM rogoMm.

O6uwasn xapakTepMcTuUKa NPaBoBOro perynupoBaHus
aeATenbHOCTM 6Mo6GaHKOB B cTpaHax CeBepHown EBponbl

BnusaHue EBpocoto3a Ha yHudmkaumio npaBoBbIX cuctem cTpaH CesepHon EBponbl

TPyAHO nepeoLeHuTb. Bce 3T0 B NONHOM Mepe OTHOCUTCS U K 3aKOHaM, NPUHATBIM

NATbIO rocygapcTBamu Ansi perynvpoBaHnsi BONPOCOB CO3AaHUs, AEATENbHOCTU 1

3aKpbITMs 6robaHkoB. CaMoe CyLLEeCTBEHHOE coaepXaHne NpoaenaHHor ceBepoeB-

ponenckMMu 3akoHogaTensMm paboTbl COCTOMT B NOMHOM COOTBETCTBMU CO3AaHHbIX

UMW HOPM AyXy 1 ByKBe MeXAyHapOAHbIX aKTOB, 3aaloLLmMX CTaHAAPTLI perynMpoBsa-

HWS reHeTUYeCKUX nceneqoBaHuin. CuctemoobpasyroLme opMeHTUpbl 34eCb CO3AatoT

0a3oBble MexayHapoaHble akTbl U AeKnapalmu, NocBsLLEeHHbIe BONpocaMm 3aluThl

npae yenoseka: oT BceobLueln geknapauumn npae YenoBeka, NPUHATON pe3ontounen

217 A (IlI) FrenepansHon Accambrnien OOH ot 10 gekabpsa 1948 r., u o KoHseHunn

0 3aluTe npaB YenoBeka U YeroBeYECKOro AOCTOMHCTBA B CBA3W C NPUMEHEHUEM

OOCTMXeHU Buonorun n meamunHbel 1997 r.

BblgeneHne 6nobaHKoB Kak OCHOBHOMO Cy6beKTa NpaBoBOro perynmpoBaHns MOXHO
cyuTaTb OTNUYMTENBHOM 0CcOBEHHOCTLIO noaxoaa cTpaH CesepHow EBponbl B aToOM
obnactv npaBoTBOPYECTBA M NPaBONPUMEHEHUS. ECNK B MHbIX CTPaHax U perMoHax
Ha ponb 6a30BoOro cybbekTa nNpasa BbIOUPAOTCS KIMMHUKA, UHCTUTYThI, OTAENbHbIE
uccnegoBaTenbCkie KOMMeKTUBbI, TO CeBepOoeBponenLbl nocuuTany uenecoobpasHeiM
NOCTaBUTb B LLEHTP NPaBOOTHOLUEHUS UMEHHO 3TW CreLMan13vpoBaHHble opraHusaLuy,
B KOTOPbIX XPaHUTCH U UCNONb3yeTcst BromaTtepuarn B Hay4HbIX 1 MEANLMHCKUX LENsX.

Kak otmeyvaet C. B. KocunkuH, k umcny obsisatensHbIx TpeboBaHuii, npeabsasnse-
MbIX K BuobaHkam B 3akoHoaaTenbcTBe cTpaH CeBepHow EBponbl, OTHOCATCS:

a) HeobXoaMMOCTb JOOPOBONBHOIO MHPOPMUMPOBAHHOIO COrnacusa JOHOPOB, AoNy-
cKkarlolLiee ero oT3bIiB B ByayLem;

0) cobniogeHue koHUAEHLMANbHOCTM MaTeEpPUanos;

B) OpraHM3aumsl STUYECKOWN IKCNEePTM3bl NCCreaoBaTeNbCKOM NporpamMmmbl; obecneve-
HWe Hagnexalumx YCroBUN XpaHEeHMs KOMNMNeKLMN BMoNorniyecknx maTepmarnos,
obecneuynBaLLNX Kak KOHPUAEHLMANBHOCTb, TaK U (PU3NYECKYHO COXPaHHOCTb
KONnekumu; perynsipHas nyonvkauums ot4eTtos®.

2 TlyTWH NpeanoXxun co3natb HauuoHanbHyo 6a3y reHeTudeckon nHdopmaumm // URL: hitps:/
www.kommersant.ru/doc/4343867.

3 KocunkuH C. B. OnbIT NpaBoOBOro perynmpoBaHus aesiteribHoCcTn 6nobaHkoB B 3apybex-
HOW NpaKkTUKe 1 pa3BuUTUEe POCCMINCKOro 3akoHodaTenbCcTBa // BeCTHUK YHMBepcuTeTa uMeHu
O.E. KytadmHa (MI'HOA). 2020. Ne 4. C. 81.
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Mexay kommepuuvanusaumen 6Mob6aHKMHra U Hopmamm GUOITUKN

CeroaHsa ocHOBaHWEM AnA NpeKpalleHns OesaTenbHOCTU 61obaHKoB MOryT CTaTb Ha-
PYLUEHUA TEX UMK UHBIX KOHBEHLNI, CBA3AHHLIX C 3aLUMTON NpaB Yernoseka. [pexae
BCEro 3HavyeHue umeet paHee ynomsaHytas KoHseHumst CoseTta EBponbl 0 3awmre
npas YyenoBeka U YeroBeYeCcKoro JOCTOMHCTBA B CBA3WN C MPUMEHEHUEM LOCTMKEHNIA
6uonorun n meguumHbl. Ee nonoxerus, no mHeHuto 6. M. KHonepc, MOXXHO CBECTM K
BOCbMU MMnNepaTneam*. Pazbepem 1x nogpobHee.

MepBbIn NYHKT ucxoauT 13 obLiero TpeboBaHMA 3awuiiaTe npasa Yenoseka. M3
3TOro MyHKTa crieqyeT B TOM 4Mcne 1 HeobxoamMmMocTb obecneveHus 3awuThbl OT re-
HeTUYEeCKOM OUCKPUMUNHALNK, KOTOPAs, HECOMHEHHO, ABISETCA YaCTHbLIM Crly4yaem
HapyLLeHust npaB YyenoBeka. 34ecb He06X0OUMO YUYUTbIBaTb MMOKOCTbL BO3MOXHOIO
TOJIKOBaHWS B Cye CTOSb LUMPOKO CPOPMYNMPOBAHHbLIX 3aNpeToB, YTO BbIHY>XAaeT
3aKoHogaTernen JononHATb Nx 6onee AetansHON pernameHTaumen, NPUHLUNbLI KOTO-
poW pacKpbIBaKOTCH B HUXKeCNeayoLWmX NyHKTax.

Bo BTOpOM nyHKTe yTBEpXKOaeTCA HEOOXOAMMOCTbL MPU3HAHUS rEHETUYECKOMN 1C-
KNno4YmMTenbHoCcTU. Heobxoamnmo BblAENUTb N 3aKOHOOATENbHO 3aKpenuTb oTnNn4me
reHeTUYEeCKON MHAOPMaLUKN OT UHbIX BUOOB MHAOPMaLUM O COCTOAHUN 300POBbA
Yyernoseka, Npu3HaB ee pasrnalleHne 6onee CyLlecTBEHHbIM HapyLLEHMEM €ro npas.
Takum 06pa3oM, MOCPeaCcCTBOM 3TOrO MyHKTa Npu3HaeTcst HeobxoamMMocCTb bonee cTpo-
rov 3aLnTbl FeHETUYECKOM MHADOPMALMK, HEXENU MHBIX NUYHBLIX AaHHbIX. K HegocTaT-
Kam nNpoBo3rnaleHHOro B 3ToM nyHkTe nogxoga b. M. KHonepc oTHOCUT Ype3mepHo
«MEeCCUMUCTUYECKNI U OETEPMUHUCTUYECKUIA B3MNSA4 HA FEHETUKY»®.

TpeTuin NyHKT NpoBO3rMnallaeT HeobXoAMMOCTb 3anpeTa TOMbKO B M3bpaHHbIX 06na-
cTsax. TpebyeTca npenoTBpaTuTb 06paboTKy reHETUYECKON MHPOPMALIMK CTOPOHAMMN,
KOTopble cnocobHbI MpecneaoBaTh UHbIE MHTEPECHI, HEXENU MOUCK Hay4YHOW UCTUHBI
unu neyveHue n npodunakTnka sabonesaHus. Takon MHTEPEC MOTYT NPOABNATL CTpa-
XOBbI€ KOMMaHW1, MUrpaLoHHble cnyxobl 1 T.N. 34ecb Ha NepBbii NNaH BbiCTynaeT
3aLuuTa OT reHeTUYECKON ANCKPUMMHALIMK, KOTOpast MOXET BbITb CBA3aHa C MCMONb30-
BaHWEM OMMKCHbIX TEXHOMOINI, NO3BONALLMX NPOrHO3UpoBaTh 3abonesaHus, nepe-
JaroLimecs no Hacneacrsy.

B 4eTBEepTOM U NATOM MyHKTax Nog4YepKMBaETCst HEOOXOANMOCTb STUYECKOTO pe-
rynupoBaHusa 1 camoperynmposaHns. HeBO3MOXHO NpeayCcMOTPETb BCE BO3MOXHbIE
KONMNM3nn B TEKCTE 3aKOHA, U LENbIA psf BaXHbIX 3TUHECKMX HOPM HE MOXET B CUIY
UX YHUBEPCANbHOCTU U LUMPOTbLI HANTW CBOE BOMMOLLEHNE B MPaBOBON pernameHTa-
unn. VIMeHHO € 3ToW Lienbio 3f1IEMEHTOM NPaBOBOro PeryrnMpoBaHns CTAHOBATCH Takue
WHCTUTYTbI, KaK 3TUYECKME KOMUTEThI 1 NYONNYHbIE ANCKYCCUW.

LLlecTol NyHKT rnacuT, 4YTO B Criyyae HEBO3MOXHOCTU 3hEKTUBHOIO cobnoaeHus
npas Yyenoseka, B TOM YMCIie 1 3aLMTbl OT FreHETUYECKOWN AUCKPUMUHALUK NPY NOMO-
LM CYLLIECTBYHOLLErO Ha AaHHbI MOMEHT 3aKoHOAATENbCTBA, HE06X0AUMO BPEMEHHO
3anpeLarb Noboe ncnonb3oBaHe reHeTUYeCckon nHpopmaumm BNNOTb 40 AOBEAEHMUS
HopMaTMBHOW 6a3bl 4O HEOOXOAMMOW KOHOULNN.

4 Knonnepc Bb. M. TeHeTnka, reHoOMUKa 1 npasa Yenoseka // MNpeueneHTtsl EBponelickoro Cyna
no npasam yenoseka. 2018. Ne 3 (51). C. 35.
5 Knonnepc 6. M. Ykas. cou. C. 36.

72021

L MPIVENLIVHOUMIVHAILHA N ATV T L HA 1I9AI3L90dL

> 1110VvLI90 g INT LMD XI9g0g9vdU 1 vavdll
S
¢

U OO3LIDD XIFGHIANOH3 L 1 HLEONG



56

BEKTOP HOPVOWMHECKOW HAYKW Egz;’c’%ﬁ

umenn O.E. Kyradura (MIIOA)

K gaHHOMY NyHKTY BNAOTHYO NpubnmkaeTcs crneayoLwmi, CeAbMON MYHKT, B KOTO-
poM yTBepxgaeTcsa NpuMHUMN nogaepxaHus status quo. OTkas oT Kakmx-nnbo ycunui
ANs NpefoTBpaLLeHNs FTeHETUYECKON ANCKPUMMHALMK TaK Xe, Kak U B NpeablayLiem
cny4dae, MOXeT ObITb 00YCNOBNEH HErOTOBHOCTBLIO aKTUBHbLIX YYACTHUKOB reHeTUYe-
CKMX MccnenoBaHuin obecneunTb cobntogeHne npae Yyenoseka.

[MyHKT HOMep BoCeMb coaoepXuUT TpeboBaHMe He 3auUKNMBATLCS Ha KaKOM-TO
OLHOM M3 BbllENPUBEOEHHbIX NOAXOAO0B, @ COMeTaTb UX B AOCTUKEHUN HA3BaHHbIX
uenen — He AOMNYCTUTb FrEHETUYECKOW AUCKPMMMHALMM B NpoLiecce NpaBoOBOro pery-
NNPOBaHNS reHETMYECKMX NccrneqoBaHuin. OTo TpeboBaHue, kotopoe b. M. KHonepc
Ha3blBaeT rMépuaHbLIM NOAX0A0M, YETKO onpeaensieT NpUopuTeT NPaKTUYECKOro Aen-
CTBMS Haf, TEOPETUYECKMMM AOrMaMM, a Takke NPUOPUTET NepcoHanM3MpoBaHHOIo
nogxoga. IMeHHO 3TOT noaxoa No3BonseT 06ecneymTb Ha4EeXHY0 CTENEHb 3alnThbl
npaB. YerioBeKa 1 3alUMTUTb OT FEHETUYECKOW ANCKPUMUHALUN.

Mexay Tem B cTpaHax CeBepHol EBponbl MOXXHO OOHaPYXUTb «CMOKONHOE» OT-
HOLLIeHMe K AeKknapupyemblM YMHOBHUKaMn EBpocotosa npuHuyunam. M. O. Tuwenko
pa3bupaeT npumep, Korga napnameHT Vicnanamnm 6e3 ocobbix guckyccui ogobpser
co3aHne NHBECTULMOHHbIMU KoMnaHusamu n3 CLUA u nHTepHaumoHansHomn dap-
MaLeBTMYeckon komnaHuen «Xoddmar Jla Pow» 6uobaHka, B KOTOPOM XpaHu-
nunce 66l 06pasuybl KpoBU Beex rpaxaaH Vicnanaun. Tak, 3apybexHasa koprnopauus
nony4una npaBo Ha KOMMepPYeCKoe NCMNOoNb30BaHNe 3TON YHUKanbHON 6a3bl AaH-
HbIX B KOMMEPYECKNX LIENAX B TedeHne 12-neTHero cpoka. BHOBb OTKpbITbIE MEHb,
npegpacnonararmLlimne K pa3sBuTuo TOrO NN MHOTO 3ab0neBaHUs, NaTeHTYIOTCA U
ABNSAOTCA UCTOYHMKOM MOMydYeHNs NpubbINmM, HauMOHamNbHbIA FreHOM haKTU4eCKU
cOaeTcs B apeHay.

Poccuincknin punocod gaeT eCTKyo OUeHKYy npousoweawero B cnaHgum
cobbiTua. «Kommepumanusaums reHoma, — yteepxgaert . 1. TuweHko, — pa-
AvKanbHO npeobpasyeT npefcTaBneHne YenoBeka o camom cebex»®. OH npusoauT
MHeHue pgestenen KOHECKO, uneHOB NpaBUTENbCTBEHHbLIX 3TUMECKUX KOMUTETOB
MHOrux cTpaH EBpocotosa, npegcraButenemn XpucTuaHCcKMxX Liepkeem, pe3ko ocyanBs-
LWNX OaHHbIN ONbIT UCNaHACKNX HopmoTeopueB. Ho onpockl MHcTuTyTa MNannana, B
X0[e KOTOpbIX U3y4yanochb 06LecTBEHHOE MHEHME B3POCHbIX rpaxaaH McnaHann,
nokasanu BrnoJfiHe TONIEpaHTHOE OTHOLUEHUEe HaceneHus CTpaHbl K KoMMmepLumnanum-
3aUuUN reHeTUYEeCKMX AaHHbIX, 000bpeHHON 3akoHoaaTensiMu. C ocyaeHneM aToro
peLlleHns, No AaHHbIM OMpoca, «BbLICTYNaT NuLb okorno 9 % HaceneHus, 81 %
noagep>K1MBarT NPoekT»”.

HecnyuvariHo Wcnangust 6bina nepeori B Mupe cTpaHown, rae 6bin NpUHAT oTAenb-
HbI 3aKOH, PerynupyLwui oeaTensHoCcTb 6nobaHkos. M npomsoLuno aTo ABa gecAtu-
netns Hasag, ewe B 2000 r., Korga HM Hay4yHO-UccnefoBaTenbCkue, HN SKOHOMUYECKNe
nepcrnekTuBbl pa3BuTUsa BMobaHKUHra gaxe OTAaNeHHO He MOITM COMOCTaBMSATLCA C
HbIHELUHMMM MO cBOMM MacLluTabam. MNpuHATL 3TOT 3aKoH NoByannmM 0BCTOATENbLCTRA,
B KOTOpPLIX OKa3anacbk 3Ta cTpaHa 1 ee 3aKkoHO4aTeNbCTRO.

8 TuweHko I1. P. TeHom Ucnanamu coaH B apenay // URL: www.ng.ru/nauka/2002-10-09/12_
bygene.html (aata obpaiuenns: 25 auBaps 2020 r.).
7 TuweHko I1. P. Ykas. cou.
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OTKpbITUE U 3aKpbITUE BMOGaHKOB B cTpaHax CeBepHou EBponbl

B aTOM CcMbICNE noka3aTeneH onbIT MPaBOBOrO PerynmpoBaHus co3gaHns reHOMHbIX
6a3 naHHbIX 1 6uobaHkoB B [laHuu, paccmaTtpuBaemblin Mette XapTnesomé. AHanms
[aTCKOWM 3akoHodaTenbHOW MONMUTUKN KOHUAEHLNANbHOCTU OTHOCUTENBHO rEHOM-
Hbix 6a3 gaHHbIX 1 6MobaHKoB ybexaaeT aBTopa B TOM, YTOObI HE OrpaHNYMBaTHCS
n3yyeHnemM oTaenbHbIX 3aKOHOAATENbHbIX aKTOB, HO paccMaTpuBaTh BCHO CIOXHYHO
CEeTb, BKITIOYAOLLYH PSS 3aKOHOB, aMUHWUCTPATUBHBIX MPaBUI U PYKOBOASALLMX NPUH-
LMMOB B LIENOM.

B oCHOBe CTpyKTypbl, Ha 3aKkoHOOATENbHOM YPOBHEe obecneymnBaroLen KoHpu-
JeHUMarnbHOCTb, NeXaT HaluMoHarbHble 3aKOHbI, U Npexzae Bcero 3akoH 0 300poBbe®,
a Takke YronoBHbl kogekc OJaHuun'®. MeTte XapTneB He HaxoA4uT cpeau 3anpeToB
BMeLLaTenbCTBa B YACTHYIO XXM3Hb HUYEro cneumanbHOro, OTHOCSLLLErocs K 3almre
WMEHHO reHOMHOW nHdopmaLuuu, gaxe B ctatbe 73 KoHCTUTYumMn [aHum, B KOTOpOW
3aLUMLLAKTCHA HEMPUKOCHOBEHHOCTD XWUMKLLA, CEKPETHOCTb NMcCeM 1 coobLeHni. OH
He HaxoauT 34ecb, B OTNNYME OT OPYrUX €BPOMNENCKUX CTPaH, HAYEro, NOCBALLEHHOTO
oxpaHe AaHHbIX OMOBGAHKOB N rEHEeTUYECKNX UCCneqoBaHMN, NOMUMO NPUHLMMOB U
cpeacTs 06LLel 3alwmTbl KOHbMAeHUManbHOCTW. JTa 3alumTa OCyLLEeCTBMAAETCA Npu
MOMOLLIM «TPEX OCHOBHbIX MPABOBbIX NOPSAKOB PErynMpoBaHunsi, BKINOYakoLLmMX B cebs
o6Lme npaBa naumeHToB (0COGEHHO NpaBo Ha camoonpeaeneHne n KoHuaeHurans-
HOCTb), perynupoBaHue UccneqoBaHuii U 3aKOoHbIl O 3aLlumTe AaHHbIX» ',

[oBopuTbL 0 BroGaHKax 1 NPUMEHSITb NPU STOM TEPMUH «DAHKUHIM» MOXHO YXKe He
TOMNbKO MeTadopuyeckn. briobaHkm nocTeneHHO NpeBpaLLaoTCa He TOMbKO B OTAENb-
HOe HanpasneHVe 3KOHOMUYECKOro Pa3BUTUSA, HO U B cdhepy aaMUHUCTPUPOBAHNS,
KOoTOpasi N0 CBOMM XapakTepuctMkam Bce 6onee HanomMmHaeT oObluHble B6aHku. Ap-
rYMEHTOM 30€Cb MOXET CNY>XUTb HanNu4une B 3aKOHOAATENbLCTBE NOMOXEHNS, perynm-
PYIOLLIErO He TOMbKO OTKPbITME BUOBAHKOB, HO 1 UX NUKBUAAUMIO. U B 3TOM OTHOLLEHUM
cTpaHbl CeBepHoOW EBpOMblI BHOBb OKa3bIBAKTCH B PONM NMMOHEPOB — 3aKoHOoAATENb-
CTBO 0 GuobaHkax, peluaroLLiee BONpoc 06 UX 3aKpbITUN, NEPBLIMU MPUHSTN B TaKMUX
rocyaapcTeax, kak McnaHgus, LWeeuna n Hopeerus'2.

B TekcTe ucnangckoro 3akoHa o 6G1MobaHKMHIe MOXHO HaWTU BCEro O4HO YNOMM-
HaHMe O BO3MOXHOCTY NpeKpaLleHns aeaTenbHOCTM 6uobaHka, HO OHO SABUIO MUPY
BaXXHbI NpeueneHT. «Ecnu nuueHsnat, — rnacut ctatbsa 8 rnasbl |, — pewnT npe-
KpaTutb paboTty 6uobaHka [Mnm 6aHka MeaMLUHCKNX OaHHBIX], UNW €Cnn NMLEH3MS
ObInM 0TO3BaHa B COOTBETCTBUM CO CTaTbeN 14, MUHUCTP NOCne NonyyYeHUs peKOMeH-
Jauni ot [MaBHOro MeanLMHCKOro MHCMEKTopa, YNpaBneHusi No 3awmTe AaHHbIX U

8 [pxuneHckul B. Y., BepeyH A. A. NpaBoBOe perynnupoBaHue AesTENbHOCTU rEHOMHbIX 6aH-
KOB B KOHTEKCTE COLMAnbHOro, KynsTYPHOrO U HOPMaTUBHOIO MHOroo6pasus // AkTyanbHble
npobnemel poccuiickoro npasa. 2019. Ne 3 (100). C. 30—38.

9 Consolidating Act no. 2014 of November 14, 2014, Act on Health.

0 Consolidating Act no. 871 of July 4, 2014, Criminal Code, Sections 152 b-c and Section 264d.

" Hartlev M. GenomicDatabases and Biobanks in Denmark // The Journal of Law, Medicine &
Ethics. 2015 Winter. 43 (4) : 743—53. P. 745.

2 Zawati M. H., Borry P., Carmen H. Howard Closure of population biobanks and direct-to-
consumer genetic testing companies // Human Genetic. 2011. Ne 130. P. 426.
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HauuoHanbHoro komuteTa no 6UoaTHKe, NPUHMMAET peLleHre o6 yTunmsaumm [6uo-
BaHka], c y4eToM NoXenaHuin 1 NpeanoXeHni nuueH3naTar» .

Ewe Gonee pernameHTMpoOBaHHON SIBMSIETCS Npoleaypa 3akpbiTusi briobaHka B 3a-
koHopaTtenbcTeBe Hopeermun. Kak otmevatot M. X. 3asatu, I'1. Boppwu, X. KapmeH, TekcT
3akoHa HopBeruu BkntoyaeT B cebst TpeboBaHme 0bs3aTensHOro npeaocTaBneHnst pe-
rMoHanbHOMYy KOMUTETY MO 3TMKe NoapobHOro nnaHa nccnegoBaHns, MPOBOAMMOrO C
UCMOMNb30BaHWEM AaHHbIX, XpaHALMXCA B BuobaHke. PermoHanbHbIN KOMUTET MO 3TUKE
He TONbKO NPOBOAUT 3KCNEPTU3Y COOTBETCTBUSI MPOBO3rMAaLLEHHbIX Lenen n3dpaHHbIM
cpeacTBam Hay4HOro noucka, He TONbKO NPOoBepsieT COOTBETCTBME MiaHa HOpMaTuB-
HbIM akTam 1 TpeboBaHUAM 61MO3TMKN. [JaHHaa MHCTaHLMA OCYLLECTBNSET Haa30p 3a
TwarenbHbIM cobrogeHneM CPOKOB U XapakTepa Mcnorb3oBaHus buomarepumarnos,
a Takke pacnopsixaetcs Guomatepumanom ¢ Lernbio obecneyeHnst npas AOHOPOB'™.
B nnaHe uccnegosaHusa YeTKO OroBapuBaeTcs, cpeau npoyero, dyayliee uccnegye-
Moro Guomartepuana, pexvMbl ero XpaHeHus 1 nepegayn unv yTunusauum B criyyae
3aKpbITMA 6aHka. Takum 0bpa3oM, cama oYepyeHHas NepCneKkTUBa BbIHYXXAAeT OpraHu-
3aTOPOB M YHACTHUKOB rEeHETUYECKNX UCCreaoBaHui 6bonee OTBETCTBEHHO NOAXOANUTL
K OCYLLECTBINEHMNIO CBOEW AEATENbHOCTH, 3a00TUTLCH 0 cobnogeHn npas 4OHOPOB.

OnbIT cTpOUTENbCTBa HaLMOHaNbLHbIX CUCTEM NPaBOBOro perynnpoBaHus
6uobaHkuHra B ctpaHax CesepHoun EBponbl

MpakTnyecku Bce cTpaHbl CeBepHon EBponbl NOCTOAHHO OGHOBASIIOT 3aKOHbI, pery-
nvpyoLme PyHKUMOHMpoBaHue 6uobaHKoB, BHOCA KOPPEKTUBLI HA OCHOBE Nprobpe-
TEHHOrO M OCMbICIIEHHOIO ONbiTa B 3TON obnacTtu. OTK 3aKOHbl He coaepXaT AeTarb-
HOW perrnameHTauun, YTo BbIrOQHO OTNMYAET UX OT OPYrMxX eBpOnemnckux cTpaH. Tak,
Hanpumep, B M. 2. § 1 3akoHa o 6uobaHkmHre benbrum ot 10 masa 2015 . B 2018 .
BHECEHbI NOMPaBKMW, PernameHTUpyLLIne «M3bATUE MaTepuarna YenoBe4yeckoro Tena,
KOTOpOe npefHas3Ha4yeHo MUCKITHYMTENBHO ANA nonyyYeHus obpasuoB 3aperncTpmpo-
BaHHbIM 6nobaHkomy. MNogpobHO nponuncaHbl JOMKHOCTU MEAULIMHCKNX PabOTHUNKOB,
KOTOpble JOMYCKATCS K OCYLLECTBINEHUIO COOTBETCTBYHOLLIMX MaHUMYNSALNIA'S,

K uncny TakoBbix N0 06GHOBNEHHOMY BENBrMNCKOMY 3aKOHY OTHOCSTCS Bpauu,
NPaKTUKYIOLLMEe CTOMaTOmNOrM, NPakTUKyLMe MeacecTpbl, akyLuepku, hapMaLeBsThl,
MarucTpbl XMMUYECKMX HayK, YMONTHOMOYEHHbIE NPOBOAUTL aHaNU3bl KMMHUYECKON
Bbuonorun. Tak, KOPPEKTUPYIOTCS 1 MOAEPHU3UPYHOTCS MPEXHUE HOPMbI, KacatoLumecs
obrnapatenen npodeCccMoHanbHOro 3BaHNA «MEAULIMHCKUA NabopaTopHbI TEXHOMOTY,
ynomsiHyTble B CT. 2 KoponeBsckoro ykasa oT 2 noHsa 1993 r. B TekcTe 3akoHa ocobo
orosapvBaeTCs, YTO BCE YNOMSAHYTblE KaTeropmm cneumanmctoB AOSMKHbI MPONTH NPo-
rpammy obyyeHus, cogepxaHme KOTOPOW HanMcaHo U 3a40KyMEHTUPOBAHO KITMHU-
YecKoW KOMaHAoNn, crneunanuanpyoLwwencs Ha TakoM U3baTUM TKaHeBOro maTtepuana
yeroseka.

3 URL: https://www.government.is/library/04-Legislation/The%20Biobanks%20and %20

Health%20Databanks%20Act%20as%20amended%202018.pdf.
4 Zawati M. H., Borry P., Carmen H. Op. cit. P. 427.
® URL: https://www.afmps.be/sites/default/files/content/kb_ar_2018-02-05.pdf.
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Mcnanacknin u LWBeAcKUi 3akoHbl 0 61obaHke NOoCBSLLEHbl HE CTONbKO AeTanbHON
pernamMmeHTaLn, CKONbKO NMPOSICHEHMIO AyXa yTBepXaaeMblX HOPM. [MnaBbl, NOCBSALLEH-
Hble Bonpocam cornacusi, tHOPMUPOBaHUSA, HaA30pa, KOMMNEHCALWIA, SKCANULUPYIOT
Nno3uLMI0 3aKkoHoZaTENeN, OCTaBNASA U3BECTHLIN NPOCTOP ANs UCTONKOBaHUA Npume-
HUTENbHO K KOHKPETHBLIM criyvasiM'®. 3akoHoAaTENbCTBO 3TUX CTPaH YeTKO oUKcupyeT
MPUHLMM, COrNacHO KOTOPOMY perynupoBaHue 61uobaHKMHra A0MKHO OCYLLECTBNATLCA
NnoA HauMoHanbHbIM KOHTPOIEM U HAXOAWUTLCS B HALMOHANbHOW IOPUCONKLMN.

Takon obLwuin xapakTtep 3akoHOB 0 buobaHkax ctpaH CeBepHon EBponbl faxe
Bbl3Ban 03ab0O4EHHOCTbL YNHOBHMKOB EBpOCOI03a, yka3aBLUMX Ha HE0BX0AUMOCTb
ero getanunsauun, YTo OTHOCUITOCh NPaKTUYECKN KO BCEM Ha3BaHHbLIM rocyapCTBaM.

3aknroueHune

O6sa3atenbHble pekomeHgauumn CoeTa EBponbl 3acTaBnsoT Aaxe CTpaHbl, NpuMBep-
XeHHble Tpaguuum obLiero npaea, co3aaBatb HOpMaTUBHYIO Gasy, B KOTOPOW Obinu
6b1 6onee geranbHO 1 bonee yHUULMPOBAHO NponucaHbl NpaBa 4o6POBONbLEB U
obs3aHHOCTM nccnegoBaTenen. MMaBHbIM U3 3TUX JOKYMEHTOB MOXHO CYMTaTh Npu-
HATyto B 2016 . Komutetom muHuctpos CoseTta EBponbl PekomeHaaumio o6 obpa-
60TKe NepcoHanbHbIX MEANLMHCKMX OAHHbIX C LeMbio CTPaxoBaHWs, BKIOYasA AaHHbIE
reHeTnyeckmx TectoB'’. OHa siBnsieTcs cBoeobpasHbIM NTOroM 0600LeHMs nNpexae
NPUHATBIX 3TUM opraHoM EBpocoto3a KoHBeHUMI, Taknx kak KoHBeHUMs O 3awumTe
npaB YenoBeKa 1 YENOBEYECKOro JOCTOMHCTBA B CBA3U C NpMMeHeHneM bruonorum un
MeauumHbl (KoHBeHUMs1 0 npaBax YenoBeka 1 6uomeaunumHe) ot 19 Hosbps 1996 r.'8,
maBHas koHBeHUMs CoseTa EBponbl 0 3awute uUanyecknx nuy npyu aBToMmaTusu-
poBaHHOW 06paboTke NepcoHarnbHbIX AaHHbIX OT 28 saHBaps 1981 .'° n ap. Bce ato B
N3BECTHOWN CTENEHN MUHUMW3UPYET creunduyeckme 4YepTbl CUCTEMbI MPABOBOrO pery-
NMpoBaHWA OEATENbLHOCTU reHOMHbIX 6aHKOB B cTpaHax CeBepHon EBponbl, X0Ts 40
NOMHON YHUMKaLmMmM eLle aaneko.

6 URL: https://biobanksverige.se/wp-content/uploads/Biobanks-in-medical-care-act-2002-297.
pdf ; URL: https://www.government.is/media/velferdarraduneyti-media/media/acrobat-enskar_
sidur/Biobanks-Act-as-amended-2015.pdf.

7 PekomeHpaunsi Komuteta mnHuctpo CoseTta EBponbl rocygapctsam — vnieHam NCM/
Rec (2016)8 «O6 06paboTke nepcoHanbHbIX MEAULUHCKUX AaHHBIX C LENblo CTpaxoBaHus,
BKIHO4as JaHHblE reHETUYECKMX TECTOBY (NpuHsiTa Komutetom muHuctpos Coseta EBponbl
26 okTabpsa 2016 r. Ha 1269-m 3acepaHum npeacrasuTenent muumcTpoB) // URL: hitp://base.
garant.ru/71734454/.

8 KoHBeHLMS 0 3alMTe npaB YernoBeka 1 YenoBe4ecKoro JOCTOMHCTBA B CBA3W C NPUMEHe-

HVeM Brornorum n meguumHbl: KoHBEHUMS 0 NpaBax Yenoseka n 6uomeguumHe ot 19 Hosi6ps

1996 r. // URL: http://base.garant.ru/2562155/.

KoHBeHuma CoBeTa EBponbl 0 3awimTe u3nyeckmx nuL npyu aBToMmaTu3anpoBaHHoW obpa-

60Tke NepcoHanbHbIX AaHHbIX OT 28 aHBaps 1981 1. (c uam. u gon.) // URL: http:/base.garant.

ru/2559798/.

©
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