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Onavea Omenvuenxo,

acnipanm

Hayxoe0-docrionozo incmumymy inmeiekmyaiohoi 61acHocmi

Hauionamwnoi axademii npasosux nayx Yxpainu

3AXHUCT BIOBAHKAMU ITEPCOHAJIbHUX TAHUX
AOHOPIB Y KOHTERCTI IIPUHITUITY

BIIKPUTOCTI HAYKHA

Y cmammi docridacyemvcs npobremamuxa saxucmy Giobankamu neEPCOHALLHUX OaHUx 0OHOPIE Y CNiseioNHo-
wenni 3 npunyunom eiokpumocmi nayxu. Ocobausa yeaza 3ocepedcena Ha 2eHemuuHUx 0anux 0oHOPI6 K cneyil-
piuniii ingpopmaui, wo nompebdye eexmuenozo saxucmy. Copmynbosao 6ucHosku ma pexomendauii wooo 60o-
CKOHANCHHS NPABOBOZ0 PE2YII06aNHS NOCIY2 6i00anKie 6 YKpaini 3 Memoro naiexcnozo sadesneuenis npag doHopie.

Kiouosi ciioBa: nepconasibii 1ani, 10Hop, rererryna indopmariis, 6i06aHK, TPUHIIAI BiAKPUTOCTI HAyKH, IIPaBO-

B€ pEeryJIoBaHHsA.

IMocranoBka mupoGaemu. Tpancdopmaris
CBITY 1 ZIOCATHEHHS NPOTPecy 3aBJsSKU PO3BUTKY
HAYKHU i TEXHIKHM HAJAIOTh JIIOJCTBY BCE HOBI i HOBI
MOJKJIMBOCTI, 1110, GE3yMOBHO, Biflirpac BasKu-
BY MO3UTUBHY POJIb y TOJIIMIIEHHI AKOCTI KUTTA
smozieii Ha mianeTi. OHaK i3 10SBOI0 HOBUX MOJXK-
JIMBOCTEN JIIOIMHA TIOCTAE i Tepei HOBUMHU 3arpo-
3amu. Bizomo, 1110 chOrojiHi 0CUTh aKTYaJbHOIO
BGauyaeTbest mpobiemarrika He Juiie  (hisuaHOT
Oeslexu J0AUHY, a 1 il indopmariiitHoi Oesrexu.
Ocranns € 1ie GiJIbIIl yPasInBOIO 3aBASKI MOKIIU-
BOCTSIM HAITHOBITHITIINX TEXHOJIOTIIA.

OcranniM 9acoM B pi3HNXK KpaiHax CBIiTY
[POJIOBKYIOTh aKTHBHO CTBOPIOBATHCS GiOGAHKH.
Ile perosutapii 0co6JIMBOTO BUY i MpU3HAYEH-
Hl, 1110 3AicHIOTD Big6ip Ta TpuBae 30epirais
6ioJIOriYHIX MaTepiasiB JIOAMHU Ta MOB'SI3aHOT
indopmaritii, a came TepcOHATBHUX JAHUX JIOHO-
piB, 3a/UI 3aCTOCYBaHHSI B TepAeBTUYHUX YK
HAYKOBUX IiJISAX. ¥ 1[bOMY KOHTEKCTi MUTAHHS 3a-
XUCTY IEePCOHAIBHUX JJAHUX JIOHOPIB BY KOPEJIAILil
3 NPUHIIUIIOM BiJIKPUTOCTI HAYKH MOTpeOye Tu-
GOKOTO JIOCJI/KEHHsT Ta BUPOOJIEHHS JIEBUX PEKO-
MeHZALIN A1 IPaKTUYHOI AisabHOCTI 6i00aHKIB i
BUKOPUCTaHHA iX pecypcis.

BincyTricts B YXpaini HOpMaTHBHO-TIPaBO-
BOTO aKTa, 1[0 KOMILJIEKCHO PEryJioBaB Ou isijib-
HicTh 6i00aHKIB PI3HUX BUIIIB, HOPOIKYE PO3MUTE
CHPUIHATTSL iX CyTi Ta NPU3HAYEHHS, 3aJUIIAE
1o3a MeKaMM IIPaBOBOi persJiaMeHTallii BasKJIuBi
ACTIEKTU HAJ[AHHS TTOCIYT 6i06aHKAMU, Y TOMY YKC-
JIi IpaBa JIIOANHHA.

JlocaijpkeHnio  1pobJIeMaTUK  PABOBOTO
peryJiioBatHst CTBOPEHHSA 1 mistibHOCTi GiobGaH-
KiB Ul OKPeMUM ii acrekTam MpUCBsSYeHi poboTu
O. I0. Kamnnesoi, [. 4. Ceniory, P. 1O. I'pertosoi.
JlisnbHicTb 6i06aHKiB 3HAXOAUTLCA B IJIOINHI 1H-
Tepecy He JInIe Me/INKiB Ta IOPUCTiB, a I HAYKOB-
1iB y Tasy3sx eTuku, disocodii, coriosorii.

Opnak B Ykpaini Hapasi Iie IUTaHHS € MaJlo-
JIOCJTi/KEHNM, a isIbHICTb 6i0OaHKIB 3arajoM I10-
Tpebye SIKICHOTO IIPaBOBOTO PEryJIIOBAHHST HOPMaMHU,
rapMOHI30BaHUMH i3 3aKOHOZIABUMMU aKTaMu EBpo-
neiicbkoro Colo3y Ta 3 ypaxyBaHHsSIM €THKHU i MOpaJIi.
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Meroio cratTi € JOCTi/KEHHST TPOGIeMaTHKI
3aXUCTY 1EePCOHANBHUX JAHUX JIOHOPIB y Jisliib-
HOCTi 6i0GaHKIB y ii CIIBBiZHONIEHH] 3 TPUHITH-
IIOM BiIKpHUTOCTI HayKK Ta (POPMYBAHH IIPOIIO-
3N T[0/I0 BJIOCKOHAJIEHHS HaIliOHAJIbHOTO
3aKOHOJAaBCTBa Y cepi pery/oBais AisabHocC-
Ti 6i06GaHKIB MIJISIXOM ypaxyBaHHS MisKHAPOIHOT
IPaKTUKK, €TUMYHUX HOPM Ta iMIlIeMeHTalii

3aKOHOJABYNX HOPM E€Bporeiicbkoro Coroay.

Buxian ocHoBHoro marepiamy. Y 2017 pori
B Ykpaini 3’aBuBcs nepummii my6aiuauii 6aHk my-
MOBUAHOT KPOBi, TOOTO MUTaHHSsI CTBOPEHHS eeK-
TUBHOI cucTeMu 6i00aHKIHTY /it Halloi KpaiHu
TaKOX CTAa€ aKTyaJbHHM, SIK i B OibiIocTi Kpail
ceiry. TTosiBa GioGaHKIB PO3MIMPUIA CHIEKTDP MOK-
JIMBOCTEN MeIUIINHY, SIK MPaKTUYHOI /is/IbHOCTI,
TaK i MeJAUIMHU K HayKU. BioGanku € cBoepi-
HUMH iHCTPYMEHTaMH y BCilf cucTeMi OXOpOHH
3/10pOB’s, sIKi 3a e(heKTUBHOTO Ta JOIIJBLHOTO X
BUKOPHUCTAHHS CIPUATUMYTH 3a0€311€UEHHIO CTa-
JIOTO 37I0POB’st HacesieHHs1. SIK Bijtomo, GiobGaHKu
AKyMYJIIOIOTD He Jiuiie GioJoriuHi 3pasky, a ii 3Ha-
yHi o6caru 1ogarkoBoi indopmarii 1mpo ocib, uni
GioJtoriyni Marepiasm 36epiraloThCs y BiIMOBITHUX
Giobankax. [Hmmmu coBamu, GiobaHku 36upaloTh
Ta 30epiraoTh MepCoOHAIbHI TaHi JOHOPiB 6ioJo-
TiYHUX 3Pa3KiB.

¥ cr. 2 3akony Ykpainu «IIpo 3axuct nepco-
HAJIbHUX JIAHUX» BU3HAUEHO ITOHATTS <I1€PCOHAJIb-
Hi faHi» SIK BizoMocTi a00 CyKyIHICTb BioMOCTeil
npo ¢isuuny ocoly, sika ixentudikoBana a6o
Moke OyTH KOHKpeTHO imenTndikoBana. AHaso-
riuHe BU3HAYeHHs MicTUThCS B ctarTi 11 3akomy
Yxpainu «IIpo indopmariio». Kpim Toro, 3axon
Ykpainn «IIpo indopmartio» orepye MOHATTIAM
«koH(pinenuiiina indopmaris», a BU3HAYEHHS
1IbOTO MOHATTS MiCTUTHCS B CT. 7 3aKOHY YKpaiHu
«ITpo mocryn o my6uiunoi indopmartii», 3a KM
koHdigeHuiino0 indopmalicio GisnuHoi ocobu
€ indopmaltis, 10CTyII 70 SKOI Helo oOMeKeHo Ta
dKa MOKe TOMMWPIOBATUCS y BU3HAYEHOMY HeEI0
MOPAAKY 3a ii OaKaHHSIM BifIITOBIZIHO /10 nepeu6a—
yeHUX Heto yMoB. /laHi mpo HarioHasbHICTD, OCBi-
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Ty, ciMeliHuii cTaH, pesiriiiHi nepekoHaHHS, CTaH
3JI0POB'sl, @ TAKOXK ajipeca, fata i Miciie Hapo/KeH-
Hdg B yactuni 2 crarti 11 3akony Yxpainu «IIpo
indopmartito» BizHeceno 10 KoHbigeHuiiHOl iH-
dhopmartii 1po dizmuny 0cody.

OckinbKu HayKa € PYHIIHOIO CHIIOI0 /LIS TTPO-
rpecy JIOACbKOI ImBijisanii, npuHuun ii Biakpu-
TOCTI BUIJIAAE aOCOJIOTHO JIOTIYHO, a 0COOJIUBO
CTOCOBHO HayK TIPO KUTTsI, 60 31aTHUiT 3abe3re-
YUTH IIIe 6i]II>H_Iy iHTEHCUBHICTb HAYKOBUX JOCAT-
HeHb. BiobaHKH Ta iXHi pecypen CIyryioTh [iEBUM
iHCTPYMEHTOM JUIst GiOMENNUHOT HAYKK Y HOTIYKY
HOBUX [[iarHOCTUYHUH, HPOITaKTUYHUX, Tepa-
MEeBTUYHUX PpileHb. BoHu BisirpaioTh BaxkauBy
pOJIb Yy TIPOBeeHH] GiOMEeMYHUX AOCiKEHb Ha
6ioJIoriYHUX 3pa3Kax, AKi BoHK 36upaioTh. BHacri-
JIOK TaKMX JOCJI/KeHD 3’ ABJIAIOTHCS YNMaJli Macu-
BU HOBOI iH(opMmaltii. BioGanku hopMyOTh BIacHi
6asu janux, je 36epiraiors iHdopmariio mpo 6io-
JIOTiYHi 3pasky Ta MOB’sI3aHy 3 HUMH iH(hOpMaIIiio.
SIkito 3arasibHa MeTa Beiel OioMeIMIHOT HAYKH T10-
JIATA€ y BUHAM/IeHH] HallJIiIINX MeTO/LiB, criocobiB
Ta 3ac00iB MPOMITAKTHKHY, [iarHOCTUKH, JiKyBaH-
HS1 3aXBOPIOBaHb, peabimiTallii XBOpUX, A0CATHEH-
HS SKICHIIIOTO Ta TPUBAJIIIOTO JKUTTS JIIO/AEH, TO
JOCTYIHICTD 6a3 manux 6Giobankis (y BizKpuTOMYy
focTyi 10 6a3 JaHNUX 3HAXOUTD CBill BUSIB IIpUH-
LI BIIKPUTOCTI HAYKK) i € HaraJbHOIO I0TPe6OoIo
cycriabersa. To6To 6iobanKu HOBUHHI MaTH MOXK-
JINBICTh KOPUCTYBATUCS PECypcaMy OJIMH OJ[HOTO,
mae icuyBatu edekruBHuil 06MiH iHdopmalicio
Misk GiobaHKamu. [IPUHIIUIT BIIKPUTOCTI HAYKH BY
cepi pisbHOCT 6i06AHKIB € IPOTUBArOIO HEITPU-
MyCTUMIiT 3 TOYKW 30py €THKH Ta TTOTPed CyCITiib-
cTBa MOHOINOJIi3allii pecypciB i 3HaHb y cdepi HayK
IPO JKUTTSL.

ETHKO-IIPABOBOrO y3rO/KEeHHsI MoTpebye 3a-
XUCT MEPCOHATLHUX IAHUX 0COOM-I0HOPA 3 TIPUH-
nuoM BiakputocTi Hayku. Hayka mnoxsimkaHa
3abe3reyyBaTy iHTepecH CyCIiJabCTBa, (GO Hayka
3a/UI BJIACHE HAYKU BUIJISAE HEOOIPYHTOBAHO
eroictTiyno. KonBenis npo 3axuct mpas i riznocti
JIIOJIMHH 11[0/10 3aCTOCYBaHHA GioJtorii Ta MexuIM-
nu (KonBenuist npo npasa Jiiounu Ta Giomeuim-
Hy 1997 p.) nporoJonrye npiopuTeT JIOANHM, a 11e
03HAYaE, 10 iHTepecH Ta OJIATOIOJIYYYsT OKPEMOT
JIOJIMHM  TIePEeBaXKAIOTh Ha/l iHTepecaMu YCbOTo
cycriibersa abo Hayku [1, cr. 2].

BiobaHKaM [0I[iIbHO HAIATO/IKY BATH BUCOKHUT
piBenb B3aemosignocun Ta croiBopari. Hampu-
KJIajl, MOKJIMBICTh BUKOPUCTOBYBaTH (asy JaHUX
6i00aHKIB I OCIIKeHb OCHIAHUKAMY, AKi
noTpebyoTh 6i0JMOTIYHNX 3pasKiB Ta MOB'sI3aHOT
3 HuMu ingopmarii, nijcnanTh AUHAMIKY Hiome-
JIMYHUX JIOCJIi/PKEeHb, PO3IIUPUTH iX Jiala3oH Ta
11036aBUTH HEOOXiTHOCTI IIOBTOPEHHS OJHUX 1 TUX
caMUX HAayKOBUX Jliif, CIIPUATHME CUCTEMATUUYHUM
i IOCJIiOBHUM JIOCJIi/[ZKEHHSIM. CDOpMyBaHHﬂ 6io-
GaHKaMM BiZIKpUTHX 0a3 JIaHUX 3 BIIBHUM JIOCTY-
1IOM 4epe3 Mepexy [HTepHeT HiABUIUTH pPiBEHb
JIOBipH CycHijibeTBa 10 camux GiobGaHKiB Ta 10 6io-
MeJIMYHUX JIOCIi/IKEHb.

Asie Mu posymiemo, o 6asu ganux 6iobaHkiB
MicTsaTh iHGOPMaIiio 0cob6JUBOTO BUILY — IEPCO-
HasbHi 1aHi 1oHOpPiB. ¥ craTTi 8 Xaprii ocHOBHIX
npaB €sporeiicbkoro Colo3y IPOroJONIyETHCS
1IpaBO KOKHOTO Ha 3aXHCT CBOIX IepPCOHATbHUX

JIAHUX, & IX BUKOPUCTAHHS MOKJIMBE Y BU3HAUEHUX
IIJISIX Ta Ha OCHOBI ZI03BOJLY.

25 tpasHst 2018 poky HaGepe umnHOCTI Pe-
raamenT 2016/679 €porieiicbkoro napJjaamenry i
Pamm Bin 27 xBiTHA 2016 poky "IIpo 3axuct dismy-
HUX 0Ci6 cTOCOBHO 0OPOOKH II€PCOHATIBHUX JAHIX
Ta IPO BiJIbHE NePEMINIeHHA TaKUX JaHNX, a TAKOXK
npo ckacyBannst upextusu 95/46/€C" (nani —
Permament). Y 1boMy JOKYMEHTi HATOJIONTYETD-
cs1 Ha HEOOXIiZAHOCTI 3aXMINATU HEePCOHANbHI AaHi
ocobu. PersamenT 1micsist HaGpaHHs HUM YMHHOCTI
Oy/ie yHiBepCAIbHUM JOKYMEHTOM, 000B’I3KOBUM
JI0 3aCTOCYBaHHS KpaiHamu-ujieHamu €Bporneii-
cpkoro Corogy. Y HbOMY BUKJIaJieHi KepiBHi 3aca-
W Jist poiiecy 0OpOOKU TI€PCOHANBHUX JAHUX
isuuHmxX 0cib, 11 TOro MO0 HE JOMYCTUTH YK
npuHaiiMHi MiHIMaTi3yBaTH 3arposy HMOpYIICHHS
npusatHocTi JoauHn. OcobinBa ysara B Pera-
MeHTi npuiiena reHernynii ingopmarii, mo €
CKJIQJITHUKOM YCi€i cuCcTeMU IepCOHATIbHUX JTaHUX
ocobu.

Y mn. 34 Pernmamenty 3a3Haua€TbCs, 30Kpe-
Ma, 1[0 TeHeTUYHi JlaHi ITIOBUHHI BU3HAUATHUCS SIK
MepPCOHANbHI JlaHi, IO CTOCYIOTBCS CIAJKOBUX
un HaOyTHX TeHEeTUUHUX XapaKTepUCTUK (izmd-
HOI 0co0u, sKi BUTIKAIOTDh 3 aHai3y GioJIOTiYHOrO
3paska hiznanoi ocobu, a B 1. 53 HATOJIONTYETHCS,
10 CIeIiaJbHi KaTeropii IepcoOHaJIbHUX [JaHUX,
ki moTpebyIoTh GibIIOro 3aXUCTy, MOBUHHI 06-
POOIATHCS B MEAMYHUX IIJISIX JIMIIE Y pasi Heob-
XiIHOCTi JIOCSITHEHHS TakuX Iiijiefi B iHTepecax
diznunux oci6 un CYCITIJIbCTBA B IIiJIOMY, & TAKOK
JlepKaByU-uJieHn TIOBUHHI 30epiraTu uu BBOAUTU
JI0ZIATKOBI YMOBH, B TOMY YHCJIi 0OMesKeHHS, 1110710
00pO6KY reHeTUYHUX AaHuX, GiOMETPUYHKIX JaHuX
Y JAaHUX IIPO 37I0pPOB’A (1ie X came 3aKpilieHo i
B u. 4 cr. 9 Permamenty). ¥ crarri 5 Persamenty
3aKOHHICTD, CTIPABE/IJINBICTH Ta TPO30PICTh HA3Ba-
Hi TpuHIUIAMA 00POOKU TIEPCOHANBHUX JAHWX.
Crarra 9 Pernmamenty MicTuTb 3arajbHe HpaBHU-
JI0 TIpO 3a60pOHY OOPOOKHU, OKpPiM iHIIUX BHJIIB
JIAHUX, | TEHETUYHKX JIaHKX, OHAK TaKa 3a00poHa
He 3aCTOCOBYETHCS, SIKIIO 3aCTOCOBYETHCS O/lHA 3
YMOB, 110 3a3HaueHi B 4. 2 1iel crarti. HaBogumo
JIesAKi 3 YMOB.

1. Icnye sroma cyG’ekra manux Ha 0OpPoOKy
IIUX TIePCOHATBHUX JAHUX /LT OJHIET UM JIeKisb-
KOX TepeibaueHux Iiijieil, 3a BAHATKOM BUIAJIKIB,
KOJIM 3aKOHOZaBCTBO €Bpomneiicbkoro Coto3y umn
kpainu-wiena €sporeiicbkoro Cology nependa-
yag, 1o 3a60poHa, nepeabadeHa B 11. 1, He MOKe
6yTu ckacoBaHa cy0'€KTOM JIaHUX.

2. O6pobka HeoOXifHA ISt 3aXUCTY JKUTTE-
BUX iHTepeciB cy6’eKkTa JaHux uu iHmoi Gismanoi
0co0H, SIKIO Cy0 KT TaHuX (HisUUHO UM FOPU/IY-
HO HECIIPOMOKHUIT HA/IATU CBOIO 3TOLY.

3. OG6pobka HeoOXizHa mas  3a10BOJIEH-
HS CyCIIJIbHUX iHTepeciB y cdepi rpoMajcbKoro
3/I0POB’s], TAaKNX SIK 3aXUCT Bi/l CepllO3HUX TpaH-
CKOPJIOHHUX 3arpo3 30pOB’I0 Ta 3abe3redeHHst
BUCOKHUX CTAH/IAPTiB SIKOCTI i 6e31eyHoCTi MeIy-
HUX TOCJIYT, JIKAPChKUX Ipernaparis, MeAUYHUX
MPUCTPOIB, Ha OCHOBI 3aKOHOJABCTBA €Bporeii-
cbkoro Coio3y UM 3aKOHO/IaBYA KpaiHU-UJIeHa, sSKe
nepepbayae HaJlesKHi i KOHKPETHI 3aX0/M MO0
3aXUCTy TpaB i cBo6oA cy(’eKTa JaHUX, 30KpeMa
npodeciiiHoi TaeEMHMUII.
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4. OG6pobka HeoOXinHa 715 apXiBHUX IIiJieid, B
iHTepecax CyCIHiJIbCTBa, HAYKOBUX YU iCTOPUYHUX
JIOCJTITHUIbKUX T(iJIell um IS Iijiell CTaTUCTUKU
Bi/inoBiiHO 10 cTaTTi 89 HA OCHOBI 3aKOHO/IABCTBA
€sporeiicbkoro Coio3y 4M 3aKOHOJABCTBAa Kpai-
HU-YJIeHa, sIKa NOBMHHA OyTH MPONOPIIHHOW /10
TIepecTilyBaHoi METH, TOBaKaTH CyTh ITIpaBa Ha 3a-
XUCT JaHKX i 320€31e4YNTH HAJIEKH] | KOHKPETHi 3a-
XO/IM 3 METOIO 3aXMCTy OCHOBHUX TIPaB i inTepecin
cy6'exra ganux [2].

Amnari3 BuUIe3a3HAuCHNX IIOJIOKeHb Peria-
MEHTY CBiJIYNTB, 110 TeHeTHYHa iHhopMaltis J1o/1-
HU € 0COOJMBUM BUJIOM il TIEPCOHAIBHUX JIAHUX, i
Mi’KHapO/IHA CIIiBJPYKHICTh BU3HAE HeOoOXiHICTh
BI/IIOBIZIAIBHOTO TIAXOMY /10 0OPOOKH Takoi iH-
dopmaitii 3 MeTor0 3a6e31eUeHHs IpaBa KOKHOTO
Ha 3aXUCT CBOIX IMePCOHATBHUX IAHUX.

Y MixKHApOIHUX HOPMATUBHO-TIPABOBUX aKTaxX
Ta B 3aKOHO/IaBCTBI Y KpaiHU 3aKpillyIeHi 10JI0KeH-
HS1 [IPO MOSKJIMBICTD BigiGpams GioIoriyHmuX 3pas-
KiB JIIOZIMHY BUKJIIOYHO 32 HAagBHOCTI ii iHpopMO-
BaHoi 3roau. IIpore HalioHa/bHEe 3aKOHOJABCTBO
He MICTHTB YiTKOTO MOPS/IKY OTpUMaHHs 6iobaH-
Kam¥ iHHOPMOBAHOI 3ro/ik IOHOPIB, a TIe BaXKJIH-
BIllIUM MMUTAHHSAM € 3MIiCT TaKoi 3TO/H, 110 TaKOXK
He BPeryJboBaHO 3aKOHOM B Y KpaiHi.

Y Gimpmiocti kpain cBiTY Bke Maiike He
BUHWMKAE CYMHIBIB II0/I0 JOIIJILHOCTI (hopMyBaH-
Hs Ga3 ganux 6i00aHKIB 3 BIIKPUTUM JOCTYIIOM, i
Ha IPaKTUIli caMe Tak i BinOyBaeTbcs. PosMilen-
HA Y BiAKpUTHX (asax JaHuX MepCOHATBHUX JaHUX
JIOHOPIB — MEJIMYHOI, FeHeTHYHOI iHdopMmartii — 6e3
3a3HauCHHA JJaHUX, 1[0 J03BOJIATD IIPSIMO i/IeHTH-
dixysaru ocoby (im’a, agpeca, ToIO), BinbyBaeTh-
cs JIUIIe THCJs 103BOJTy Cy0'€KTa JIaHUX Ha Take
posMilieHHs. A sIK e OyTH 3 HaJlaHHAM Y BiIKpHU-
THUI I0CTYII TeHeTHYHO1 iHhopMartii JoguHn?

lenernyna indopmamis MicTutp BizomocTi
PO BJIACTHBOCTI OpraHizmy, 0co6JMBOCTI #Oro
OynoBu. <IcHyBaHHS B KJIITHHAX OPraHi3MiB TaKKX
CYKYITHOCTEl TeHiB, sIKi 36epiraroTh BiIOMOCTI PO
MOCJTIOBHICTD TIPOIECiB 0OOMIHY DEYOBUH Y Tiepi-
O/Ii POCTY Ta PO3MHOKEHHS, PO CKJIaj, OYA0BY i
yHKIIii GIJIKIB Ta HYKJIETHOBUX KHCJIOT, — I[€ TeHe-
TuyHa iHdopmarist» [1uT. 3a: 3, c. 247-248].

lenernyna indopmania yrpumye wMumnyJse
JIOVHY, i 610J10rquy CIAJIIUHY 3 TOYKH 30Dy
iHAUBixyasIbHOl, ciMeltHoi icTopii MOXO/MKeHHS.
Jlioacoki Giosoriuni Marepiany, mo 36epiraioTbes
B 6iobaHKax, Ta MoB’si3aHa 3 HUMHU iHhOpMaTlist Ma-
I0Tb He Jiuie GioJIoriuti acekTy, a i 6Giorpadiymi.
HeMmosxmBO OKpecnTi pusuky, siki BAHUKAIOTh Y
pa3i HEeKOHTPOJIbOBAHOTO BUKOPUCTAHHA T'€HETNY-
HUX JIaHUX JIOAUHM, i HEMOXKJIUBO nepeadaduTu
HACJI{IKK TAKOTO BUKOPUCTAHHS [4].

Ocb YoMy iciye BUCOKUI piBeHb PUBHKY, 110
3YMOBJIIOETBCSA  BIIKPUTUM JIOCTYIIOM JIO TeHe-
tuHoi indopmartii smoaunu, 60 dyepes il BUKO-
PUCTaHHA i TOCITI/KEHHA MOKHA IPOCTEKUTH ic-
TOPiI0 MOXO/PKEHHS KOHKPETHOI JIIOAMHU Yl TPYIL
JIofield, HEeMOXKJIMBO CIIPOTHO3YBATH, /IO SIKUX 1€
BIAKPUTTIB Ta HAC/IIAKIB IIPU3BE/LEC BUKOPUCTAHHS
reHeTHyHoi iH(hopMaIlii i, roJoBHe, un Gy/IyTh TaKi
HACJI/IKN B iHTepecax cy(’eKTa TeHeTHYHUX JaHUX
Ta 41 He 3alIKO/IATh HOMY.

3axXuCT TepCOHATBHUX [aHUX € 3alOPYyKOIo
6esreKn KOKHOI OKPEMOT JIIOJIMHI Ta CYCITLIbCTBA
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3arasioM. PosmingyBatn TeHeTmuHy iH(bopMaIiio
JIOHOPIB Y BifIKpUTOMY 0CTYII OiobGaHKam CJIijt
JIMIIe y pasi OTpMMaHHS Ha Iie TTMCbMOBOI 3T0N
JIOHOPA 3 T0TIepe/IHIM MOSICHEHHAM HOMY MOMKJIH-
BUX PU3UKiB. B iHINX Bunajakax reHeTuyHi pami
JIOHOPiB MalOTh 6yT1/1 3axulleHi HaJilHUMU 3aCc0o-
Gam.

Jlemno iHIMIMI MiAXiz BUHUKATHMeE, KOJIU I10-
Tpeba y 3abeslieyeHHi CyCIHJIBHOTO iHTepecy uu
JIOCSATHEHHST MEAMYHOrO OJ1ara JIisk 3HAYHOI Kijlb-
KOCTI Jiioj1ell Oyjie HaCTiJIbKU TOCTPOIO, 110 00po6-
Ka KOHKPETHHMX I'eHeTUYHUX JJaHUX CTaHe €IMHUM
HIJISIXOM JI0 TIOPSTYHKY. Y TakoMy pasi HayKoB-
1M, JIOHOPaM, MeIMKaM, I0prcTaM BapTo BAATUCS
JI0 TIEPEOLiHKY LIHHOCTEH i peTesIbHO 3BaKUTH Iie-
peBaru Ta pu3MKH, 110 BUHUKHYTh Yy pasi 06po6ku
renetnynoi indopmarii 3a Takux ymoB. ¥ 1. 4 Pe-
raamenTy 2016/679 €Bporieiicbkoro napjaamMeHTy i
Panu Bin 27 kBitna 2016 poxy "IIpo saxuct isnu-
HUX 0¢i6 cTOCOBHO 00POOKHU I1€PCOHAIBHUX JAHUX
Ta IIPO Bi/IbHE IepeMillleH s TAaKUX JaHUX, a TAKOXK
mpo ckacyBanust [upexrusu 95/46/€C" 3a3Ha-
YeHO, 110 MPABO Ha 3aXHUCT MMEPCOHANBHUX JTAaHUX
He € aBGCOMOTHUM TIPABOM | MA€ PO3IJISIIATHCS 3
ypaxyBaHHAM Horo (GyHKILiii Ta 6yTn 36amancoBa-
HUM 3 iHIIMMHU ITpaBaMu. BBaskaemo, 1110 J011i7IbHO
30a/IaHCOBYBATU IPABO HA 3aXUCT IIEPCOHATBHUX
JAHUX y AisabHOCTI 6i0GaHKIB 3 METOIO Ta IIpH-
3HAUEHHAM MEAULIVHU, IK HayKW, Tak i 0co0UBOI
chepu pakTHKM, BUXOAAYM 3 11 3aBaHb Ta PoJii B
CYCIHiJIbCTBI.

YkpaiHa nepebyBa€e Ha MoyaTky mUIsXy ¢hop-
MYBaHHsI PO3TajyKeHoi cucteMu OioOGaHKIHTY, i
HaIIii epKasi 1ie TiIbKN HaJeKUTD YCITIIITHO BU-
piluTy Ta peasnizyBaTH Ha BJACHIH mpakTuili BCi
eTany CTBOPeHHs1 i (yHKIIOHYBaHHs O6ioGaHKIB.
IIpouec dyuxuionyBanus 6i06aHKiB, HajaHHA
HUMU TIOCJTYT TOTPeOy€e NPURHATTS BiAIOBIHOTO
3aKOHY, 1[0 KOMILJIEKCHO PeryJIioBaTUME [lisliib-
HicTh Gi0OAHKIB 3 ypaXyBaHHIM €THYHOI IO~
HU 1€l pistnbHocTi. [IuTanuga BigkpurToro gocryiy
10 TeHeTW4HOI iH(opMmalii Bumarae rianboKoro
OCMUCJICHHS 1 OI[iIHKU PU3HUKIB, Ha SIKi HAPAXKAIOTh-
cs1 gonopu. HeoOxiaHo BUpoOUTH MOIE b HaIaHHs
noctyiry 10 6a3 gaux 6i00aHKiB, 1110 Oy/1e TPUHHI-
ToI0 GiJibiricTio cycriabeTBa. CriemiaabHuil Taxi
JIO PO3KPUTTS reHeTUUHOT iHdopMariii 10HOPiB Ma€e
OyTu BUpOOJIeHNH, 06 3aXUCTUTH TXHIO [IPUBAT-
Hicte. Hanpukian ve poaminienss ii y BiIKpUTHX
6azax [aHuX, a JWIle PO3KPUTTS Y Bi/IOBiAb Ha
KOHKPETHUH 3alUT /ISl BU3HAYEHOT'O JOCJIi/[KEeH-
HS1 32 YMOBH, 1[0 Ha Ile € 3roja cy0'exTa JaHux
(Bech 1ell mpollec moeTanHo HeoOXiHO nependa-
YT B HOPMAaX Ipasa). Y Takuil crocib nayka Ma-
THME MOKJIUBICTD JIOCTYIY /10 TEHETUYHUX JTAHUX
i BojiHo4ac 0OMeKyBaTUMETBCsI HEKOHTPOJIbOBAHE
BUKOPUCTAHHS TeHETUYHOT iH(opMmartii.

BucHoBku

3abesrieyeHtsl TIPUHIAITY BiIKPUTOCTI HAYKU
Ta 3aXUCT MEePCOHANBHUX JAaHUX JIOHOPiB — /iBa
BaKJIUBUX €JIEMEHTU [isibHOCTI 6GioGaHKiB, AKi
caip 36asaHCcOBYBATH OIMH 3 OAHUM. Bigkpu-
TiCTh HAYKH €, 63 CYyMHiBY, HAraJIbHOIO OTPEOOIO
g GioMenuuuHy, gKa B rJ106aJIi3OBaHOMy cBiTi
€ 3aco00M T 3abe3NedeHHs AKiCHOTO KUTTH,
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CTAJIOTO 3/I0POB’st JIofieil Ta cTabiIbHOrO PO3BH-
TKY CYCIIJIBCTBA, aJIe y CBIIOMOMY COIiyMi IIpaBa
Ta iHTepecH OKPEMOi JIOAUHU He MOXKYTh OyTu
[IPUHECEHUMU B JKEPTBY MOTpebaM HAyKu 4u Cyc-
[iJIbCTBA.

B YkpaiHi 1011i1bHO pO3POOUTH Ta TPUITHATH
CTIeliabHUH 3aK0H, IO PeTyII0BAaTHME [iSIbHICTh
6iobaHkis, BPaxoBYIOYM MiXKHApOIHUN 10CBif,
HOPMU eTHKHU (came eTUKa BKpail A0THYHA /10 Ii-
sabHOCTI 6iobaHKiB) Ta 3aKOHOAABCTBO EBponeii-
cpkoro Corosy.

Oco6/IMBO  BasKJIMBO MNPABUJIBHO BU3HAYM-
TH TPaBOBUI cTaryc JOHOPIB y GioGaHKiHTY Ta
MPaBOBUI PeKUM iXHIX IepcoOHATBHUX [TaHUX,
3aKOHOJABYO 3aKpinuTu rapanTii 3abe3nedeHHs
iXHIX 1paB, 3BasKA0YM HA PUSHKHU Ta eTHYHIN GiK
iXHBOI y4acTi B AKOCTi JJOHOPiB y IIpolieci HalaHHA
nocsyr GiobaHKamu.
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B cmamve ucciedyemcs: npobremamura 3augumot GUOOAHKAMU NEPCOHATLHBIX OAHHBIX 0OHOPOE 68 COOMHOULe-
Huu ¢ npunyunom omxpoimocmu nayxu. Ocoboe eHuMAanUe cOCPEOOMOUCHO HA 2EHEMUUECKUX OAHHIX O0HOPO8 KAK
cneyuduueckoll unpopmauuu, mpedyiouell sgpexmusnoi sauumot. CHOPMYAUPOBALL BbIBO0bL U PEKOMEHOAUU
10 COBEPULEHCIBOBANUIO NPABOBOZO PE2YIUPOBANHUS YCIY2 OU0banK0s 6 YKkpaune ¢ ueivio naonexcauezo obecneue-

Hust npas donopos.

KimoueBslie cioBa: mepcoHasbHble TaHHBIE, TOHOP, TeHeTHIecKast HHhopMarsi, 0nob6aHK, TPIUHITII OTKPHITOCTI

HAyKH, IPABOBOE PETryJINPOBaHNE.

The article investigates the problem of biobank protection of personal data of donors in relation to the principle
of scientific openness. Particular attention is focused on donors’ genetic data as specific information requiring
effective protection. Conclusions and recommendations for improving the legal regulation of biobanks’ services in
Ukraine are formulated with a view to properly ensuring the rights of donors.

Key words: personal data, donor, genetic information, biobank, principle of scientific openness, legal regulation.
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