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Ilerpo ) OnpanroBaHHA BeJIMKMX 00CATIB

CYXOPOILCOKIN IIepCOHAJILHMX TeHETUIHMX JaHWX:

Banepis po0sIeMn Mi>KHapOJHO-IIPaBOBOTO

TYITATIOK peryJjroBaHHs Ta 3arpo3u 171 IIpaB
JTIFOAVMHU

PoskpuTo ToI0BHI 3arpo3u M1 IpaB Ta iHTepeciB JIOMHY Y 3B 3Ky 3 OII-
pALfOBaHHSAM BeJIVIKMX OOCATiB TeHeTMYHMX HaHWUX iHTepHeT-KOMIIaHisIMM, II10
HaJaioTh iHOpMaIIiTTHi oIy 31 BCTAaHOBJIEHHS POAVMHHWIX 3B SI3KiB, €THI9HO-
ro MOXOPKeHHs Ta IHAMBIAyaJIbHMX XapaKTepUCTUK, BaXXJIMBIX I OpraHizaiil
370poBOTO criocody XuTTs. [IpoaHasizoBaHo MiXXHapPOTHO-ITPaBOBi JOKYMEHTU
y 1in cdpepi, BUIiIeHO 3aKIazie i y HyX MPUHIIUIIN OITpaITfoBaHHS TeHeTUIHUX
JaHVX JIOAVHN. BeTaHOBIEHO OCHOBHI HE[OIKM CyYacHUX PeryJIATUBHMX IIifl-
XO[iB Ta MPaKTVK IIOBOIKEHHS 3 TeHEeTMYIHMMW JaHVMM, 3-IIOMLK SIKMX: HaMa-
ragHs 3abe3meunTy IpaBa cy0’eKTa maHMX TepeyciM 3a JOIOMOTOo0 3acobiB
JleriepcoHaJtizallil JaHuX, HeBiAIOBIIHICTh IIOJITUKM KOMIIaHi MDKHapOIHVM
CTaHZapTaM 3axWUCTy JaHMX, He3aXMITIeHiCTh MpaB Ta iHTepecis ismanmx ocib,
OB s13aHMX i3 Cy0’€KTOM ITaHVIX.

Ki1ro4oBi cy10Ba: 3ax1CT IepCcOHAIBHYIX JaHNX, iIH(pOpMalIinHi IIpasa JIIou-
HW, TeHeTWYHi TaHi, 9y TIMBi TaHi, 3Heoco0IeHHs JaHmX, iHdopMalirHa Ge3reka

The article deals with the major threats to human rights and interests related
to processing of large amounts of genetic data by Internet companies providing
information services for determining family relations, ethnicity, and individual
characteristics important for a healthy lifestyle. International legal documents
in this field are analysed, the principles of processing of human genetic data
are highlighted. The main shortcomings of current regulatory mechanisms and
practices of genetic data handling are identified, including: unjustified reliance on
data depersonalization, inconsistency of companies” policies with international
data protection standards, exposure of rights and interests of persons related to
the data subject.

Keywords: protection of personal data, information rights, genetic data,
sensitive data, depersonalization of data, information security

OpmrmM i3 HallaKTyasIBHIIINX 3aBAaHb CbOTOJIEHHS € 3a0e3IedeHHs HaJIeXKHOTO 3axVCTy Ipas ocib B in-
dopmarinHi cdepi, 30KpeMa ITpaBa Ha 3aXMUCT MEPCOHATBHMX JaHMX. 3TiAHO 3 MDKHAPOTHO-IIPaBOBMM
IIOKyMeHTaMW Ta 3aKOHOJABCTBOM Pi3HMX JIep)KaB BUIUIAIOTH O0COOJIMBI KaTeropii mepcoHaTbHMX HaHMX
(aymmBi maHi), onpaItoBaHH: i BUKOPVCTaHHS AKX BYMarae IIOCHIEHOT0 KOHTPOJIIO, OCKUIBKI BOHO MOXKe
3YMOBWTW BVHMKHEHHS 3HAUHMX PU3VKIB WId cy0'ekTa maHmX, iHmmX oci® Ta cycmiabcTBa 3arajoM. dm-
Masle 3aHeTIOKOEHHS BUK/IVKAIOTh BUITAJKM, KOJIV 3arpo3a 0e3KOHTPOIPHOTO BUKOPVMCTAaHHS CTOCY€ThCS iH-
dopmatiii, OTpMMaHO1 y pe3ysIbTaTi TEHeTMYHOTO JTOCIIIHKeHHS B35 TOTO 3 JIIOAMHY 0ioIorigHOro MaTepiay.
Moga 71z1e TIpo TeHeTMYHi TaHi — BiJOMOCTI IIpo YHiKaJIbHI pricy, OyAoBy i BJIaCTMBOCTI OpraHisMy, sKi mepe-
JIAFOThCA y CIAOK 1 MicTAThCA y Mostekyax JHK.

BaxxymBoio 03HAKOIO HAIIIOTO Hacy € IIOCTiVIHe BMHAVIIEHHS Ta BAOCKOHAJIEHHS CIIOCOOiB 3acTOCyBaH-
Hsl TeHeTW4HoI iHdopMaril y pisHMX rajyssx JIOACHKOL isUIPHOCTI. 30KpeMa, cydacHa IlepcoHali3oBaHa
MefVIIVHa, 3-IIOMDXK iHITToro, 6a3yeThcs Ha BUABIEHHI TeHEeTHMYHOI CXVIIBHOCTI 10 IIeBHMX 3aXBOPIOBAHb Ta
BYaCHOMY 3anobiraHHi IXHbOMY PO3BUTKY. Bce Oibiioro nommpenns Habysae excreprtisa JHK, 1o mpo-
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BOOWTBCS 7711 BCTAHOBJIEHHS POOVHHMX 3B S3KiB Ta eTHIYHOTrO MOXomKeHHs ocoon. Ille ofHie0 3BIMUHOIO
ceporo BUKOPIMCTaHHS TeHEeTUYHMX JaHMX € IIPaBOOXOPOHHA [isUIbHICTB, e 3aBASKM IOCSTHEHHSIM T'eHe-
TUKM BiIOYBCs CIIpaBXHiVl IPOPUB Yy CIIpaBi ifeHTrdiKaIlil 0cid Ta po3KpUTT 3/I0YNMHIB, Y TOMY YMCIIi 7 THX,
110 Oy BumHeHi OaraTo pokis ToMy [5, c. 145-147]. Y MariOyTHbOMY JIFOV, IMOBiPHO, HOCSTHYTh 30aTHOCTI
KOMIUTEKCHOI'O VIIpaBJIiHHS TeHOTIMIIOM, III0 BiIKpIie Haa3BMUaliHi MOXJIMBOCTI, ajle, 3 iHIIIOro OOKy, MoXe
CTaTW VI CIIPaBXHBOIO «CKPMHBKOIO Ilanmopr» mist ymoxpcrsa. [Toky mo po3poOKy TexHOsIorin, siKi 3maTHi
3ry0HO BIUIMHYTW Ha XWTTS IMBUTI3allil, CTPUMYIOTE iCHYIOUi HOpMM Ta MexaHi3MI, OIHAK IXHiVI pO3BUTOK
HePpiJIKO 3Ha4YHO BifICTa€ BiJI iHIINX IIPOLECiB Y Cy4aCcHOMY CBiTi.

3arajyioM, HeKOHTPOJIbOBaHe HAaKOMMYEHHS Ta OIIpallfOBaHHS FeHeTUYHMX IaHMX CTBOPIOE 3HAUHI 3a-
Ipo3u ISl OKpeMIIX JIIOfIeVi, IPYII Ta yChOTO CyCIIbCTBA. YMVICHe abo BUIIa[KOBe OIIPIUIIOIHEHHS IreHe-
TUYHOI iHdOopMallil MOXe CIPUYMHUTY AVCKPUMIHALI0 IIeBHMX 0ci0, IXHIO cTUrMaTu3allilo (HeraTuBHe
BUIIiJIeHHs iHAMBITa CyCIIUIBCTBOM Ha OCHOBI €IMHOI O3HaKM, fIKa pPOOMUTH HEeBaXJIMBMMM iHIII TI0TO Xa-
PaKTepUCTUKM), @ TAKOX CIIPUATH 3aTOCTPEHHIO y CyCIIIIbCTBI KceHodoOii un 3pocTaHHIO MapriHaizariil
okpeMmmx rpym. ITpu mpoMy MOXyTh OyTV HOpYIIeHi TaKi OCHOBOIIOJIOXKHI IIpaBa JIFOAMHM SIK IIpaBo Ha
PiBHICTB Ta HEAMCKPMMIiHALIiO, IIPaBO Ha HEJOTOPKAHHICTH OCOOMCTOrO VI CIMEMTHOIO XXUTTS, BKIIFOYAI0YN
3axmMCT IIepCOHAIBHOL iHdopMallii, Ta OaraTo iHmmx. Po3moBciokeHHS reHeTMYHMX JaHMX, KOTPi cTOCy-
IOThCH iHIMBIAA, MOXKe MaTV HaC/TiIKOM TPY/JHOILLI 3 IOro IpareB/iallTyBaHHM, OTPUMaHHAM MeIMYHOIrO
CTpaxyBaHH:I, CTBOPEHHSIM CiM'1, y9acTio y XXuTTi rpoMmann. KpiMm Toro, reHeTmyny indopmMariiio, y BuIaz-
Ky ii BilTHOCHOI JIETKOJOCTYITHOCTI, MOXYTb BUKOPMCTATH 3JIOBMUCHUKM $IK 3aci0 HeraTuBHOTO BIUIMBY Ha
opratisM i JoO6poOyT ronvHM. Yce Iie 3yMOBIIIOE IiABUIIEHY aKTyaIbHICTh JOCIIiPKeHb, III0 CTOCYIOThCS
c110co0iB BUKOPUCTaHHS FeHeTUYHMX JaHWX JIOAVHNM Y Cy9acHOMY CBiTi i OB’ d3aHMX i3 IIVIM 3arpos3 1yId
1l IpaB Ta iHTepecis.

Pesyarvmamu anarisy nayxoBux nybaikayil. 3axXmcT Ipas ociO y 3B’sI3Ky 3 OIIpallloBaHHAM IXHiX ITepcoHaIb-
HVIX FeHeTMYHVX JaHMX abo X 3a0e3reueHHs TaK 3BaHOI FeHeTUYHOI IIPUBATHOCTI € IIPeMeTOM 3alliKaBJIeH-
Hs OaraThoX HOCIIIHVIKIB 3 Pi3HMX Tajy3eV HayKu (IIpaBO3HABCTBa, iHOPMATMKM, TeHETHKI, COLi0JIOTiI,
distocodii To1110). 3-MoMiXK HavaKTyasIbHIIMX ITy0sIikaltin y 11ii1 cpepi, sIKi HamTicHiIIe TIOB s13aHi 3 TeMOIO
HAIIIOTO JIOCJIJKEHHSI, BapTO BUALIMTI MOHOrpadito «['eHeTnuHi faHi i mpaso» M. Teriopa [28], a Takox
poboru aBropcrsa I'l. boppi [27], SI. Epmixa [14], b. Kopda [17], I1. Kyirna Ta JI1. Kyinna [22], K. ITopmericTep
[21], M. I1IaGaHi [27]. CymixHa mpobrieMa OucKpMMiHaILl iHOVBigA Ha OCHOBI FOr0 T€HETWYHMX XapaKTe-
PUICTVIK AeTaIbHO po3IIsiHyTa y pobotax I1. birutinrca, J1. 'ocriga, T. Jlemke Ta iH.

Memoto cmammi € BUSIBJIEHHS 3arpo3 [JIs TIpaB Ta iHTepecis JITOAVHY, TIOB SI3aHMX 3 OIPaIlIOBAHHSIM Te-
HeTMYHMX JaHMX, 30KpeMa TUX, [0 BUHMKAIOTh BHAC/IIOK OisUIbHOCTI BeJIMKMX iHTepHeT-KOMIIaHil, SKi,
30e0UIBIIOro, HalaloTh KIi€HTaM iH(opMalliiHi ToCIyTru i3 BCTAaHOBJIEHHS POOVHHMX 3B 43KiB, €THIUHOTO
ITOXOKeHHsI Ta iHAMBIIyaJIbHMX XapaKTepyCTUK, BaKIMBUX IS OpraHisallil 3lI0pOBOTO CIIOCOOY XKMTTSI.
3rapaHi 3arpos3n HaOyBaroTh 0COOIMBOI aKTyaJIbHOCTI B yMOBaX BifICyTHOCTI IeTaJIPHMX CIIelliaIi30BaHX
IIPaBOBVIX HOPM, III0 PeryJIolOTh OIlpallfoBaHHs FeHeTMYHMX JTaHVX K Ha HalliOHaJIbHOMY, Tak i Ha Mix-
HapoJHOMY PiBHi, Ta HEJJOCKOHAJIOCTI iCHYIOUMX ITiIXOIiB i 3aKOHOAaBCTBa ¥ cdepi 3aXMCTy IepCOHaIbHUX
TaHVIX.

1. Mi>kHapoaHO-IIpaBOBe peryJII0BaHHsA y cdepi oIpaliloBaHHs TeHeTMIHMX JaHMX

OcHOBHI MIXXKHapOTHO-IIPaBOBi JOKYMEHTV, ITI0 CTOCYIOTHCSI IMTAaHHS MOBOKEHHS 3 TeHEeTUYIHUMU J1a-
HVMW, po3po0JIeHi i IpUITHATI y MeXXax MDKHapomHux opratisanin, 3okpema IOHECKO, Pagu €spomm ta
C€ponernicbkoro Corosy. YHiBepcasibHe 3HaUeHHs MaioTh Tpu pekoMmennarinHi akti FOHECKO (3aranbHa
ZleKJTapallis IIpo TeHOM JIIOAMHM Ta Ipasa joamHam 1997 p., MixkHapoaHa AeKkIapaliist Ipo TeHeTMYHi JaHi
2003 p., YHiBepcasibHa Aexiaparlisi mpo 6ioeTnky Ta mpasa jronvaM 2005 p.), y axmx cdopMysiboBaHi oc-
HOBHI 3acaiy AisUIbHOCTI JIIOAVHU Y 11i1t cdepi. ITomoxxeHHs srajjaHmx akTiB «M gKOTO IpaBa» JaoTh 3MOTY
BUIUINTY HU3KY TOJIOBHVX IPVHIIUIIB HOBOIKEHHS 3 TeHeTMYHMMY JaHVMM, 5IKi, 32 YMOBU IXHBOI HaJIeX-
HOT JleTaslizalil Ta 3aKpilIeHHs y crelliali3oBaHNX IPaBOBUX HOpMax Ha MDKHapOJHOMY i HalliOHaJIbHOMY
piBHi, Moryn 6 cripusiT 3a0e3IIeUeHHIO IIpaB JIAVHMY, a TaKOX ix OajtaHCy i3 iHmmMYy iHgMBinyameHMMM i
CYCIIbBHMMM iHTepecaMm y 1ivt cdepi. 3-MOMIK TaKMX OPVHIINUIIB BapTO BiA3HAUYMTV: IPVHIIUII HeIOMy-
IIIEHHS AVMCKPVIMIHAIIT Ta CTUIMAaTM3allil 32 03HAKOIO FeHeTMYHMX Xapakrepuctuk [1, cr. 11; 2, cT. 2, 6; 4,
CT. 7], IpVMHIONII HaJaHHS JOCTYITy 10 TeHeTUYHMX HJaHMX oco0aM, SIKMM BOHV HajleXxarts [4, cT. 13], mpuaImn
3a0e311e4eHHs BUCOKOTO PiBHS 3aXMCTy TeHETMYHMX JTaHuX [1, ¢T. 9; 2, cT. 7; 4, cT. 14], mpuHIMI KoMIIeHcarlil
KON, 3aIIOisSHOT IIOPYIIEHHM B/MOT 3aKOHOABCTBA IIPO 3aXVCT TeHeTMYHVIX AaHVX [2, cT. 8], mpuHImMI
HpiOpUTETHOCTI riIHOCTI, IpaB Ta cBOOOI JIIOAVHY Hall iHTepecamut Hayku [1, cT. 3; 2, ct. 10], mpumHImI oco-
OuCTOT yUacTi IIpy IIPUVIHATTI pillleHb 1II0/10 OIIpalllOBaHHS reHeTUYHMX JaHux [1, cr. 5; 2, cr. 5; 4, cr. 8-10],
HNPVHIIVII HEBUKOPVICTAHHS TeHOMY JIFOAVIHY 711 OTPUMAaHHS HpUOYTKY [2, cT. 4].
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Ha pisni Pagm €ponm 11 BperysmoBaHHs BiTHOCMH 3 OITpalllOBaHHS FeHeTUYHMX JaHuX MaloTh 3Ha-
4JeHHs, HacaMIlepes], TaKi JOKyMeHT:

- Konsenriig OB’€/10 po 3axmCT Ipas 1 TTHOCTI JIFOAMHN 1010 3aCTOCyBaHHS 0i0JIOTil Ta MeIUIIMHI
1997 p. - mictuth masy 1V «['eHoM srommHM», y gKin, 3-IOMDX iHIIOTO, 3a00poHeHa OVCKpUMiHAaIis
0co0VI 3a 03HAKOIO I TeHeTNYHO] CIIafKOBOCTi; TakoX A0 miel Korpenmii y 2008 p. yxitageso [omarko-
BUVI IIPOTOKOJI ITPO TeHeTYHe TeCTyBaHH: Il MeAVMYIHX 1IiIers;

- Pexomenparisg R (97) 5 momo 3axmcTy MEOMYHMX JaHUX — MICTUTB OaraTo BasKIMBUX ITOJIOXEHb, SIKi
CTOCYIOTBCS TeHeTMYHMX JaHMX, 1110 HaJIeXkaTh J10 KaTeropii MeaMIHMX JaHUX,

- Pexomenpariist Rec (2006) 4 mrpo mocipkeHHs 6io10riuHMX MaTepiaiiB JIFOICHKOTO TTOXOPKEHHS.

Kpim roro, Bapro BinzHaunTi JomaTkosur nporokoi 2018 p. o KoHBeHrlii mpo 3axmcT ocib y 3B'S3Ky 3
aBTOMATV30BaHOK 00pOOKOIO IIepCOHATIBHIIX TaHMX, III0 BHOCUTH CyTTeBi 3MiHM i OITIOBHEHH: 10 Hel Ta 3a-
IIPOBaJKYeE 11 OHOBJIEHY pefaKlIilo ITij] yMOBHOIO Has3Bo «Konsen1ig 108+». 3-mmoMix iHIIIOro, BiH BBOAUTE
y TexcT KOHBeHIIiT TepMiH «reHeTHYHi JaHi» Ta BCTaHOBJIIOE, 110 OCTaHHI € OKPeMOIO KaTeropito Uy TIIMBIX
HdaHMX (JI0 TOTO XX IepIIoI0 Y MepesTiKy 3 YOTMPHOX ITyHKTIB), [JIsI ONpaITIOBaHHs KX HeOOXiTHI m0/1aTKOBi
rapaHTil, 30KpeMa 3 OIIsIIy Ha HeoOXimHICTh yCyHeHHs pU3NKY AMCKpyMiHariii [18, ct. 6].

MixHapoIHOMY BU3HAHHIO OKpeMVX IIpaB 0cOOV IO 11 TeHeTWUHMX JaHWUX CIpsie Hu3Ka pinleHs €B-
pomnericbKkoro cyay 3 npas ymogvuan (€CINI), HargacTine TpumHATIX Y 3B'A3KY i3 3aXMCTOM IIpaBa Ha IO-
Bary /10 IIpMBaTHOIO i CIMEVIHOTO XUTT:, HepeadadeHoro y cT. 8 €BporericbKol KOHBEHIIII 3 IIpaB JIIOAVHA.
Hanpukian, y pimenti y cripasi S. and Marper v. the United Kingdom cyn BigzHauae, mo y npodizsix JHK
MICTUTBCS BeJIMKa KUTPKICTh YHIKaJIBHVIX BiOMOCTeV 0COOMCTOro XapakTepy i caMme IxHe 30epiraHHs mepKa-
BOIO € BTPYYaHHSIM Y 3[iVICHeHHS JIOABMY IIpaBa Ha ocobucte xurTs [11, 1. 75]. 3 iHmoro 60Ky, mipakTiKa
€CIUI nmop’s13aHa i 3 yTBepIKeHHSIM IIpaB, 1[0 MaloTh HACIIKOM PO3KPUTTS TeHeTUYHMX JTaHVX, 30KpeMa
IIpaBa 3HaTV CBOIO Oiosioriuny imenTaHicTH [9, c. 98].

OcHOBHVMMM HeoJIiKaMI1 3TaflaHVX IIPaBOBNX iHCTPYMEHTIB, 110 He [O3BOJISIOTH YIIOBHI 3abesmeunTn
3aXVICT IIPaB JIIOAVHM CTOCOBHO OIIPAIIOBAHHS FeHeTMUHMX JaHMX, € PeKOMEeHIAIITHNUIT XapaKTep OibIo-
CTi 3 HMX, a TaKOX ITpeBaJIIOBaHH:I 3ara/IbHVIX IIOJI0KeHb 3a BifICyTHOCTI HeoOXiHOI JeTaIizallil i MexaHi3MiB
peastizariii. SIKIIIO X FOBOPUTY IIPO 00OB’SI3KOBi JJOKYMEHTH, TO:

- KonBeHmisg m1po 3axmcT ocib y 3B’$I3Ky 3 aBTOMaTV30BaHOIO 0OPOOKOIO IepCOHAIBHIX JaHVIX y pemaK-
nii [lomaTkosoro mpoTtoxosy 2018 p. srazye mmpo reHeTVYHi JaHi JIMIIIe B OJHOMY MiCIli Ta He BKJIIOYae
HaBITb IXHBOTO BM3HAYEHHSI, He TOBOPSIYM BXKe IO Oy 1b-5IKi CrrertiasiisoBaHi HOPMM ITIO/I0 IX OIIparito-
BaHHS;

- HonaTkosuit mpotoxos 2008 p. mo Konsenriii OB’€10 3aCTOCOBYETHCS JIMIIIE [0 TECTIB, 1110 IIPOBOMSATh-
Cs 3 MEIVYHOIO METOIO, 1 He OXOIUTIOE OiTBIITICTh BUITAZIKIB BUKOPVICTAHHS BEIVKIX TeHeTUIHIX [Ta-
HVX TPaHCHAIIiIOHAJIbHVIMIM KOMIIaHisIMI (30KpeMa, 3 MEeTOIO BCTAaHOBJIEHHSI ITOXOMKEHHS, POAVHHMX
3B’513KiB UM 30i/ICHEeHHS HayKOBVX JOCIIIKeHsb) [3, cT. 2];

- npaxTuka €CITI cTrocyeTnbes amile NeKiyIbKoX By3bKMX IMTaHb IIOBOYKEHH: 3 TeHeTMYHVIMY JaHVIMY,
4K IIpaBWIO, IOB sI3aHMX i3 BTPyYaHHsM JIep)KaBy y IIpaBo Ha IIOBary [0 IPWUBATHOIO i ciMerHOro
KUTTSL.

Y mexax 3akoHOfaBcTBa €Bpornericbkkoro Coro3y y rajlysi 3axmcTy HepcoHaIbHUX JaHMUX OKpeMi crielti-
aJIbHI IIPaBOBi HOPMM 1 ITOJIOXKEHH$, 110 CTOCYIOTHCS TeHeTMYIHMX JaHMX, 3 IBlacs i3 IpUHATTSAM 3arajib-
HOTO perjIaMeHTy IIpo 3axucT maHmx 2016/679 [26, ct. 4, 9]. OnHak, i BOHI MOXYTb BUSBUTUCS HEOCTaTHBO
edeKTUBHIIMI, BpaxoByIoun IteperndadeHi y PertamenTi 3HauHI 0OMeXeHH: IIpaB Cy0 eKTa HaHMX, KOJIN
MOBa ¥iJle TIpo oIpallfoBaHH: iHdopMaliil B iHTepecax HayKOBUX JIOCII/IKeHb, a TAKOXX TeMIIV PO3BUTKY Te-
HeTVYHVIX Ta iHPOpMaLiHIX TeXHOJIOri i MaciTabu icHyrounx 3arpos [21; 27].

2. JisnpHicTh reHeasIOTiuHMX iHTepHeT-KOMITaHiN

VY Tenepirnivt yac Bce Oiblire JTrofIert Ha 3eMTi [Is JOCATHEHHS PiISHOMAHITHIX 0COOMCTHMX IIiJIert, 110
CTOCYIOTBCS BXKe He JINIIle BUKIIIOUHO cdepr OXOPOHM 3[I0POB s, CTaIOTh KJIieHTaMV KOMIIaHill, KOTpi Hafla-
I0Th ITOCJTYTH, ITOB s3aHi i3 reHeTYHMM TeCTyBaHHSIM. YIIPOJOBX OCTaHHIX POKIB 3 ABUJIOCS YMMaIo HOBMX
iHTepHeT-cepBiciB, sKi 3a BiIIHOCHO HeBeJIMKY IUIaTy IIpOBOAATH aHasli3 3paskis JIHK kirieHTa Ta HajarTh
vioMy iHdOpMaIlifo IIpo 110ro IOXOAKeHHs, POAMYiB, CTYIIiHb POAVHHOIO 3B 43Ky, Teorpadiuny um Halli-
OHAJIPHY IIPUHAJIEXHICTh, 0COOIMBOCTI opraHisMy Toro. 3i cBoro 00Ky, caMi KoMIIaHil 3m00yBafOTh y po3-
HOPSIKeHHS BEJIVIKY KUIBKICTh JaHMX, sIKi BOHV BUKOPUCTOBYIOTh 3 METOIO PO3BUTKY BJIaCHOTO Oi3Hecy Ta
MpoBeleHHs HayKOBMX HOCIiIKeHb. TaK 3BaHUI MeTOM, KpayACOPCUHIY — BUKOPWUCTaHHS pecypciB IIpo-
KVIX Mac HaceJIeHH: JIsl JTOCSTHEHHS BJIIACHMX LIJIeV KOMITaHiT - CTaB OffHMM i3 HariedpeKTMBHIIIMX CrI0co0iB
dopmyBaHHS BeIMde3HNX 0a3 reHeTMYHMX JaHMX, e MICTUTBCS iHdopMallis IIpo MiIBIIOHM JIIOfIe 3 pis-
HVX KpalH CBiTy.
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ITokazoBuMM € IIpUKIIaOM BeIMKMX iIHTepHeT-KOMIIaHil, $Ki 3a/IMalOThCsl OIIpalllOBaHHSAM FeHeTVYHVIX
JaHWX Ta HaJaloTh IOCIIyTU Y cdepi reHeasIorii — TOOTO 3iVICHIOIOTE CUCTeMaTUYHMM 30ip BimomocTent
PO TOXOIKeHHsI, CIIOPiTHeHiCThb, poAvHHI 3B s13Kkm ymofent. Tak, MyHeritage - 3acHoBaHa B I3paiii iHTep-
HeT-IuIaTdopMa i colliajibHa Mepexka, TO3BOJIsI€ CTBOPIOBATY CiMeVHi canTvi Ta Hafae OaraTo iHIIVIX IIOB s-
3aHMX i3 MM HOCITyT. 3rigHo 3 indopMalliero, po3MilleHoo Ha OiIlifTHOMY caliTi KOMIIaHil, CTAaHOM Ha
ceprierb 2019 p. Bona ob6cstyrosye 105 MJTH KOpUCTyBadiB, a 11 TaHi OXOIUTIOITE 9,8 MIIpI, iCTOPMYHMX 3aIINCiB
Ta 3ammcy Ipo 3,5 miipp, sonent y 47 wiH civerHx gepes [19]. s coniaibHa Mepexxa cranoM Ha 2019 p.
HigTpyMye Bepcii 42 MoBaM¥ CBIiTY, Y TOMY YMCIIi YKPaiHCBKOIO, IO CBIIYNUTH IO 1i II00aIbHY Opi€HTallifo.
Cama KoMmmaHig-B1acHUK Mae odicu B Ispaini, CILIA ta Ykpaini. 3anouaTkysasim y 2016 p. cepsic 3 aHasisy
HHK, MyHeritage 3 Toro 4acy Bxe Irpofaia 2,5 MJIH TecTiB, sIKi MOJKHa 3aMOBUTH depe3 IHTepHeT Marike y
BCix kpaiHax cBiTy. 3 2019 p. ii AisUIbHICTB, KPiM BCTAaHOBJIEHHS €THIiYHOI0 ITOXOKeHHSI, TAKOX ITOIIVPIOETh-
sl Ha TIOCJIYTM i3 HajlaHHs iHdopMallii IIpo 300poB s 3a 27 deTaIbHMMM 3BiTamMn. [HIIMIMY JTilepaMi 1150T0
PMHKY € aMepuKaHChKi KoMmaHil Ancestry.com ta 23andMe, siki craHoM Ha TpaseHb 2019 p. mpomanm 15 miia
i 10 vyt JTHK-TecrTiB BimosimgHO [8].

OcobrnuBicTio Takoro Buay 0Oi3Hecy € VIOro CIpsMOBaHICTh Ha 3aJlydeHHs SIKOMOTa OiTbIIIOl KiTbKOCTi
KITIEHTIB Y BCbOMY CBiTi, 110 nipubaioTs JHK-TecT, BinnpasisTe cBivt Giooriunmm MaTepiasl Ha aHasIi3 Ta
I03BOJISATH BHECTV BJIacHI reHeTI4Hi AaHi y BesnKi 0a3u DaHmX, SKi 3HaXOOAThCA Y PO3IOPSIDKEeHHI IpyBaT-
Hux kommaHin. Tak, MyHeritage, Oymyan odillirtHNM CIIOHCOPOM ITiceHHOro KOHKypcy €Bpobauenss 2019,
BeJIa IIMPOKY peKjIlaMHy KaMIIaHio, y MeXaX sIKOI y4acHUKY KOHKYPCY 371aBajIv TeHeTUYIHUM MaTepiast 11t
BCTaHOBJIEHHsI eTHIYHOI O TTOXO/IKeHHs Ta IOTOfKyBaJIviCsl Ha OIIPWIIOAHEHH:s pe3yIbTaTiB. 3a I0IIOMOT00
3aXOIUIEHMX BifIFYKiB ITOIYJIAPHVX BUKOHABLIIB Ta caMO1 IXHbO1 y4acTi y akIlil cepe/, HaceJIeHHs Pi3sHMX KpaiH
C€Bpomnm Ta CBiTy IOIIMPIOBAJIOCS ySIBJIEHHS IIPO AVBOBVDKHI MOMIIMBOCTI HOBMX TeXHOJIOTIN i Ge3neuHicTh
yCBOTO IIpoLIecy. 3a TaKMX yMOB BaXKIMBUM 3aBIAHHSM € OIIiHKa pU3MKiB i HeOe3IeK, OB A3aHMX i3 IyIMU
MacCIITaOHMMM IIpOeKTaMV FeHeTIMYHMX JOCIIiPKeHb Ta HaKOIIMYeHHSIM BeJIMKIX 0a3 reHeTUYHMX JaHWX,
BPaxXOBYIOUM IIPVHLINIIN i peKOMeH/Iallil, I110 MiCTATHCS Y 3rajlaHuX paHille JOKyMeHTax.

3. HemoJtikvt cy9acHMX peryIATMBHMX IIIX0IiB Ta IPAaKTVK IIOBOIKEHHS 3 TeHETMYHMMM JaHVMMA
3.1. Hobiavni inmepnpemayii mepmini6 ma anonimizayisa 0anux ax 3acib 3ade3nevennsa npab cyd’exma oanux

BpaxoByroun 17100ai1bHi MacIITadby AisUIBHOCTI 13 HafaHHS TeHeaJIOTi9HMX Ta IHIIVX IIOCIyT, BiATIoBinHi
KOMITaHii CXWJIBHI YXWIATVCA Bifl il )KOPCTKOTO HaITiOHaJIbHOTO 3aKOHOHABCTBa y cdepi 3axmcTy mepco-
HaIBHVX HaHMX, 00Vparody FOpUCAVKIIIL, CIIPVSTT/IVBIIII V1 BeleHH: IXHbOro Oi3Hecy. Y cBOIX JOKyMeHTax
BOHU BUKOPVCTOBYIOTh Pi3HOMaHIiTHI TepMiHM, 9acTo 0e3 "iTKVX BU3Ha4eHb, III0 YTPYIHIOE BCTAaHOBJICHHS
IX TOYHOTO 3MiCTy i criBBigHOIIIEHHS OAVH 3 omHMUM. OUeBUIHO, IO TIOHATTS «TeHeTUYHI JaHi» BUXOOUTH
JajJleKo 3a Mexi iHdopMmaliil, sika CTOCY€ETbCS JIFOAMHM Ta il OCHOBOIIOJIOKHMX IIpaB. ToMmy BUMOIM 110110
3aXVICTY TIOIIMPIOIOTHCS, 3a3BMYall, Ha TeHeTUYHi JIaHi, sSKi BBAXXAIOThCS MePCOHATTBHMMM HaHVMM. OcTaHHi
MO)KHa BY3bKO iHTepIIpeTyBaT SIK JIVILe ineHTndiKaminHi magi, abo X, y KpaIioMy BUIIAIKYy, 3TiTHO 3 €Bpo-
IIEVICBKVIMY CTaHOApTaMW, SIK JaHi, 10 cTOCyIOThes pi3maHOoI 0coOu, SKy imeHTndiKoBaHO UM MOXHa ineH-
tudikysarn. To0TO, HaBiTh Y BUIAAKY JOTPUMaHHA IIepeoBMX MIKHapOIHMX CTaHIApTiB, MOBa ifle IIpo
BUKOPVICTAHHS IIiJT 9ac 34iVICHeHHs IIPaBOBOTO PeryyIloBaHHA OCHOBOIIOJIOKHOTO IIPVHIIUITY PO3MeXyBaHHSI
TeHeTVYHMX JaHMX JTIOIHU Ha:

a) Ti, IO CTOCYIOTBCSL 0cO0M, siKa €, abo XX Moxke OyTu imenTudikosana (identified un identifiable natural
person);

6) ixmmi JaHi, sSIKi TakoX HoxonaTh i3 a"asizy JJHK sronvm, aje BBaXXaroThCsl 3HEOCOOIeHVIMMA.

INepeBaxxHa OUTBLIICTE BUMOT IIIOMO 3aXMCTy Ta 3a0e3leueHHs IIpaB iHOVBIAIB IOIIVMPIOIOTHCS JIVIIIIe Ha
HepIi 3 HuX, i y IbOMy KpMeThCs OOHa i3 Hanbuibmmx mpobiiem. ITpo 3HeocoOsteHi un aHOHIMHI reHeTIvHi
HaHi K OIMH i3 HaMroJIoBHIIINX 3ac00iB JOCSATHEHHS OajlaHCy HpaB JIIOOVHI 3 CyCIIUIBHVM iHTepecoM IIpo-
BeJIeHHsI TeHeTUYHMX HayKOBMX JOC/IKeHb OaraTto ckasaHO y 3rajlaHMX peKOMeHMAIiMHMX JOKyMeHTax
IOHECKO Ta Pagu €spormm. [litoun y Mexxax Iyx peKOMeH/alliv, KOMIIaHil, o 301paoTh Ta BUKOPVUCTOBY-
IOTh TeHeTIYHi [TaHi, 30008 43yI0ThCs 3aXMIIaTH JIMIIe Ti 3 HuX, gKi He € 3HeocoOneHnMm. ToOTo Tak 3BaHe
3HeocO0JIeHHS JaHMX 3HiMae OUIbIIicTE 000B A3KiB i3 IIeBHOI KOMIIaHiI i 403BOJIsIE 111 ITMPOKO IX BUKOPWCTO-
BYBaTl, y TOMY 4MCJli TepenaBaTii TpeTiM ocobaM. Hanpukilan, MyHeritage poroHye KOpUCTyBa4dy HalaTu
3rofly Ha BUKOPWMCTaHH: VIOTO TeHeTUYHVIX JaHMX I MartOyTHiIX HayKOBVX JOCITiKeHb, 3a3Havaloun, 110
y TaKOMY pasi ImepcoHasIbHI ifeHTndiKaTopy OyAyTh BumasieHi, a Iyt AOCTIIKeHb BUKOPUCTOBYBaTMeThCS
Jmie 3HeocobsIeHa iHdopMaliis, sKa Moxe OyTy Takox i onpwtronHeHa [20].

Moxx1mBo, Takmii criocid 3abesedeHH: pas cy0’eKTa JaHMX 3a JOIIOMOIOI0 3HeoCOoOIeHHs € HafilTHIM
Ta BUIIpaBIAHVM Y JIedKMX iHIMx cpepax, ofHaK, [0 CTOCYEThCS FeHeTYHMX JTaHMX, TO OJHI€I0 3 IXHix
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XapaKTepHIX 0COOJIMBOCTeNI € CyMHiBHa e(eKTVBHICTh IXHBOTO 3HeocoO1eHHs. 30kpema, M. Teruiop y cBoin
po0OTi HepeKOHJIMBO TOBOANTE, III0 CTOCOBHO FeHeTUYHVX JaHMX He iCHY€ YiTKOI po3MeXXyBasIbHOT JIiHiT MK
IepCOHaILHVIMM JaHVIMU i TaK 3BaHVMM 3He0COOIeHVMY TaHVIMY, KPiM TOTO, CUTYallis IIOCTiIHO 3MiHIOETh-
cs1 3 yacoM [28, c. 154]. Bin, 3arasioM, FOBOPUTH IIPO YOTUPWM PiBHI aHOHIMI3AIIiI JaHMX, OCTAaHHIN 3 SIKMX - I1e
«IIOBHICTIO aHOHIMi30BaHi faHi», ajle BUHWMKAIOTh OOIPyHTOBaHI CYMHIBVI, Ul TaKMV piBeHb aHOHIMi3allil B3a-
rajii MOXXHa IOCSTHYTY caMe o0 reHeTIHMX AaHux [28, c. 138]. IToxibxo mo nporo, IT. Kyins ta J1. Kyinn
BBaKalOTh, 1110 CITPaBXH: aHOHIMi3allis BeJIMK/X FTeHeTMYHMX JaHNX y CyYacHVX YMOBax € HepeaiCTUYHOIO,
3Ba)karouy Ha: (a) 3HauHe 3pOoCTaHH4 KUJTbKOCTI TaKyXx J1aHmX, (0) IoCTiviHe yIOCKOHa/IeHHs TeXHOJIOTi i aji-
TOPUTMIB Ta (B) 0COOIMBOCTI Be[JleHHs CyJacHVX FeHeTUYHMX JOCIIiKeHb i OpWIIOAHEeHH: IX pe3ysIbTaTiB
[22, c. 1002].

OxpeMi HaTSKM Ha icHyBaHHS IIpO0OJIeMy 3HeOCOOIeHHS TeHeTMYHVIX TaHVX MOXKHA BiIIITyKaTv 1 y Mix-
HapomHux nokyMeHTax. Hampukiaz, y npeam6yiii Hdextapariii FOHECKO 2003 p. BigzHaueHo, 1110 «3011b-
IIeHHs1 00csTy 310paHIX JaHWX 0COONCTOro XapaKTepy poOnTh Aenali CKIIagHIIIMM 3aBIaHHs 3a0e31eueH-
H iX CIIpaBlli HEe3BOPOTHOIO BiOKpeMJIEHHS Bif ocobu, sika Moxe OyTw imeHTM(iKOBaHO0O». Y 3B'S3KY 3
LVM Y JTOKYMEHTI 3allpOIIOHOBAHO BIIUIEHHS TPbOX BIIB JaHMX: (a) IIOB s3aHNMX 3 0CO0O0I0, IIJ0 MOXe OyTi
inenTMdikoBaHa, (0) He OB sI3aHNX 3 0CO0OIO, 110 MOXe OyTN ifeHTM(iIKOBaHa, (B) HE3BOPOTHBO BiJOKpeM-
JIeHVIX BiZl ocobu, siKa Mo>ke Oy T ineHTM(iKOBaHa [4, cT. 2]. Bumorn momno 3a0e3mneueHHs IIpas 0cib, 30KpeMa
TaKMX, sIK BUIaJeHHs iHdopMarii Ha BUMOry cy0’eKTa JaHWX, IIOBMHHI 3HIMATVCs JIMIIIe 00 OCTAHHBOTO
BUY JaHMUX.

HixasuMm € dpopmymosanHs y Pekomenpartil Panyu €spomnt R (97) 5, me ckasaHo, o «ocoba He BBaXKa-
€TBCS TaKOIO, ITI0 MOXKe OyTu imeHTM(ikOBaHa, AKIIO ifeHTdiKaIlis BuMarae HagMipHOI KiIJTKOCTI 9acy Ta
JIOJICBKMX 3yCuiib» [23, 11. 1], a oTke, y TakoMy pasi BiIIOBifHI JaHi BBaXkaloThcs aHOHIMHMMM. [TpoTe Ha-
YKOBO-TeXHIUHWUVI IIporpec He CTOITh Ha MiCIIi, i 3ycmyuId mId igeHTrdiKallil, SKux HeoOXimHO JToKIagaT
CBOTO/IHI, 30BCIM CKOPO MOXYTh TPaHCPOPMYBATICS Y JIETKOIOCTYIIHY Ipolienypy. ToOTo ceoromHimHi Hi-
OuTOo «aHOHIMi30BaHI JaHi» MOXYTh 3aBTpa [IePETBOPUTICS Y IIepCOHaIbHI HaHi. Y oMy koHTeKeTi €CITT
3a3Havae, 1110, Gepyunt O yBaru BUCOKi TeMIIM PO3BUTKY FeHeTVKM Ta iHdOopMalliliHVIX TeXHOJIOTiV, He BU-
KITIOYeHa «VIMOBipHICTb TOTO, III0 Y MartOyTHLOMY iHTepecy IIPUBaTHOIO XUTTs, OB s3aHi i3 TeHeTMYHOIO
indopmariero, MOXyTb OyTV ypakeHi 30BCiM II0-HOBOMY UM Y cIIOCiO, KMV CbOrOOHI HEMOXIIMBO TOYHO
niepebaunTi» [11, 1. 71].

VYci ni MipkyBaHHS HiITBEp/KYIOThCS JJOKa3aMK, SKi CBiluaThb IIPO iCHyBaHHS BXe 3apa3 MOXJIVMBOCTI
ineHTMdiKyBaTV OCOOY OMMpAOUNICh Ha IIEBHY YacTUHY I'eHeTHYHOI iHdopMallil, KoTpa BifoKpemsIeHa Bif ii
iMeHi, TIpizBuIIia un iHIIMX ideHTHUdiKaTOpiB, a TaKOX Ha iHIII JaHi, 1110 € BigkpuTumy. Taki BUCHOBKM 0yJ10
3po0iteHi mie y 2013 p. rpyIioro BUeHNX Ha 4OJIi 3 BifoMyM AociIinHnKoM 3 biomeniraroro incruryty Barirre-
ma (MTI) S1. Eprtixom, sikurt nounsaroum 3 2017 p. nparoe Ha MyHeritage [14; 17]. VImoBipHicTb 3a3HaueHO1
inenTNdiKarlil 3pocTae 3 4acoM i HaIIPsIMY 3aJIeXKNUThH Bill BHECEHH TaHVIX IIPO Bce OLIBIITY KiJTbKiCTh JIIOev! 3
yChOro CBiTy y Benmki 6asu ganux. ToOTo rosopury mpo Oyap-siki 3HeocoOJIeHi UM aHOHIMi30BaHi JaHi y Bu-
[aJIKy 3 FeHeTMYHOIO iHdopMallieo MOXXHa JIuile YMOBHO. TakyM 4iHOM, HaMaraHHs 3a0e3leunTi IIpaBa
cy0’exTa TaHVX 3a JOIIOMOTI0I0 PO3MeXXYBaHH: IepCOHAIbHNIX Ta 3He0COOIeHNX TaHMX, a TAaKOX iICHYBaHH:
MOKJIVIBOCTI BiTHOCHO BIJIBHOT'O IOBOJIKEHHS 31 3He0coOIeHVMIM TeHeTMYHMM [TaHMM 1T0B si3aHi 31 3Hau-
HVIMM PU3MKaMU [JTs IIpaB JIIOAMHIAL

3.2. Cmbopenns Bceoxonnux 0a3 nepcoHasbHUX 0aHUX, Bkatonarouu eeHemutni, be3 HaAexKH020 KOHIMPOAIO

[Te omHa Hebe3IeKa MoJIATae y TOMY, III0 TeHeTYHa iHdopMallid 38’ 43yeTbcsa KOHTposlepaMu 0a3 mepco-
HaJIbHMX TaHUX i3 iHIMMY BugaMu iHopMaliil (3apay cipaBeyIMBOCTI BapTo 3ayBakKMTH, 1110 11e Bif0y-
BaE€THCs He JIUIIIe Yepes3 IXHIO 30pieHTOBaHICTh Ha MaKCMMi3allifo IpuOyTKiB, ajle 71 yepes Te, 110 Bifl TaKOTo
criiBCcTaBJIeHHS Pi3HMX JaHMX HAIPSIMY 3a/IeKUTh Pe3ysIbTaTVBHICTE HAaYKOBUX AOCITIIKeHb Y 11in cdepi). Y
MeXKax CBOE€T IOJIITUKY KOH(INeHITiMHOCTI KOMIIaHil MOBiIOMIIAIOTh PO BUIM iHdOpMaIlil, SKy BOHM 301-
paloTk IIPO CBOIX KII€HTIB. Y BUIanKy Arncestry.com 1ie TUIIOBUM ISl BEJIMKMX iIHTepHeT-ITIaTPOPM HOBIMA
THepeJTiK, 1110 BKJII0Yae AecATKN IyHKTIB BUIIIB JaHMX, sKi KOMIIaHid 30upae 3 pisHUX [IKepel, BKII0oYaroul
iHdopMariio 3 IpodiTiB y iHIMX coliaIbHMX MepeXax, iHdopMallifo Ipo 0coduCTy IepcoHaIbHY KOMY-
HiKalIlilo 3 iHIIMMM KOpUCTyBadyaMi depe3 cepBicy KoMIlaHil, iHdopMallito, sika MOIIMPIOETLCS depes3 Co-
niayibHI Mepexi, iHdopMariiro 3 odiminHMx peectpis, iHdopMaliito, orprMaHy Bim Tpetix ocib Ta OaraTo
inmoro [7]. Jo Toro X, BUHMKAIOTh Hebe3MificTaBHI 1T0000BaHHS IIPO Ilepejady reHeaIOTiYHIMY KOMIIaHi-
SIMV BOXKJIVIBUX 1L 0cOOM JaHMX (HiOMTO 3HEOCOOIIeHMX, ado X TaKmx, SKi cami KOMIIaHii He BiTHOCSTBH 110
«ocobuicroi indopmariii») Tperim ocobam. OpHNM i3 MpuKIIaziB € criBnparist Ancestry.com i3 MEIUYHOIO KOM-
naHiero Calico, 10 3aVIMaeThCS JOCTIIKEHHIMN y cdepi IIPOOBXKEHHS JIFOACHKOro XIUTTS [12], sika BXxommuTh
y Alphabet Inc. - maTepuHcbKy KoMmraHito Google. LlikaBo, 1110 3aCHOBHMKOM iHIIIOrO CBiTOBOTO Jliflepa pUHKY
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reHeaJIOTiYHNMX MOCITYT — KoMITaHil 23andMe - € Enn Bomxwuiiki, sika Ha Tom 9ac (2006 p.) Oyia apyXKuHOO
criBzacHoBHMKa Google Ceprist bpina; mo Toro x, Google iHBecTyBaB KOIITH Y 1110 KOMIIaHiIO.

Taki daxTi HOCYITIOITh 3aHEIIOKOEHH 3aXMCHUKIB IPVBATHOCTI OO0 MOXJIMBOCTI IIOB’ SI3aHHS TeHe-
TUYHOI iHdOopMaIlil i3 BXke iCHyIOUMMM BeTMYe3HMM MacBaMy IIepCOHAIBHMIX JaHMX, 10 3HAXOIAThC Y
posnopsimkenHi iinepis IT-imgycrpii. Yci Oi mmpolecu € IIpakTMYHO HEKOHTPOIBOBAHVIMM 3 OOKY ITy OJTiuHOT
BJIa[IM Pi3HMX JIepKaB Ta cyllepedaTh MiKHapOIHO BM3HAHVM ITPMHIIMIIAM IIOBOIKEHHs 3 IlepCOHaIbHU-
MM JaHWMM, KOTpi 3aKpiruieHi y mpasosux akrax €C, Pagu €spornm un OECP, BXxe He ToBOpsTIM IIPO SIKICh
BUIIII i CTPOTII cTaHZapTH MOBOKeHHs caMe 3 TeHeTMYHVMM JaHVMM, po3pOOsIeHHs 1 IIPUMIHATTS KX
rocTpo HeoOXiHe 3a Cy4acHMX YMOB. 30KpeMa, HeBakKO BiIITyKaTy HEIIOOAVHOKI 03HaKM ITOPYyIIIeHHs Ta-
kvx npuHImis OECP, 110 peryimoroTs 3aXMCT IPUBAaTHOCTI i TPaHCKOPAOHHI IOTOKM IepCOHaIbHMX Jia-
HVIX, SIK: IIPVHIIAIT OOMEXXeHHS 30VpaHHS; IIPUHIINII SKOCTI JJaHMX - JaHi He IIOBMHHI 30MpaTiics HaJIMipHO;
HOPVHONII 0OMEXeHHSI BUKOPWUCTaHHS; IPVUHINII TapaHTiv 0e3IIeKw; IIPVHIINII IJIaCHOCT] — IOPYIIY€eThCs
HeITPO30POI0 MOJIITMKOIO KOMIIaHiV, Ta HEKOHTPOJIbOBAHOO Ilepefadelo JaHMX TPeTiM ocobaM; MpVHIIVIL
BiztmoBimapHOCTI [13].

3.3. IIpob.aema 3abe3neuenna basrancy inmepecib

Kopucrysaui 3a3Ha4eHMX iHTepHeT-CepBiciB, K i OUIBIIICTE HITIVIX JIIOAEN Y CBiTi, K IpaBWIO, MaJIo ITi-
KaBJISAThCS IIOTEHIIVHMMI 3arpo3aMi i HebGe3rmekaMut, OB I3aHVIMM 31 300pOM Ta OIlpalllOBaHHSIM IeHeTI -
HUX gaHux. [ndopmarliss, HagaHa Ha carTax KOMIIaHill, HaJacTillle, 30BCiM He CIIpusie YCBiTOMIIEHHIO 3a-
rpo3 i po3MillleHa TaM 3 METOIO CTBOPEHH: 1710311 TTOBHOT Oe3meKu i 3axmIeHoCTi KitieHTa. Xo4a, HallpuKIIaz,
y Hexmnapanii FOHECKO 2003 p. Bim3zHaueHo, 1110 OCHOBOIO [1JIs1 BUpakeHHs iHopMoBaHOI 3rofu cy0’ekTa
IDaHMX Ha OIpalllOBaHHS VOTr0 TeHeTWUYHX JaHVX IIOBMHHA OyTu «3po3yMiia, 30ajlaHcOBaHa, afeKBaTHa i
BinmosinHa iHdoOpMaris», gKa IIoIepeIHbO HaIa€Thcsl TaKOMy cy0 exTy [4, cT. 6.d]. Taka indopmanis no-
BVHHA BKJIIOYATH ITOIIepeyKeHHsl PO yci pusuku i Hacaigkn. Kpim Toro, srigHo 3 mieto Hexnapartiiero fgep-
KaBU TIOBMHHI «3aJlydaTy yce CYCIIJILCTBO Y MPOLeC IPUHATTS PillleHb, 1110 CTOCYIOThCs 3arajlbHOI ITOJIiTH-
KV 3 IUTaHb 30MpaHHsl, OIlpallfOBaHH:, BUKOPMCTaHH: i 30epiraHHs reHeTMYHMX JaHVX JIFOIVHMI ..., a TAKOX
OLIIHKM yIIpaBJIliHHA HUMI» [4, cT. 6.a].

3po3symiso, mo y TemnepimHin dac Hivoro nogibHoro He BinOysaeTbes. HaromicTs, sik 3a3Havae M. Teri-
JIOp, ySIBJIEHHS CyCIJIbCTBA Y 11iv1 cpepi pOpMYIOThCH Mill BIUIMBOM arpeCcHBHMX MapKeTMHIOBUX CTpa-
TETiVi KOMIIaHiM, y pe3ysIbTaTi 4oro BaKKO IOCATHYTW He JINIle OaJlaHCy PisHOMaHITHIX iHTepeciB (110 €
KiHIIEBOIO METOIO PeryJIFOBaHHS), a VI HaBiTh IPOCTOro BU3HAHHS iCHYBaHH: OUIbIOCTi 3 HUX [28, . 39, 59].
DrrocTpaTBHMM IIOA0 HBOTO € pi3Ke 3pOCcTaHHS KiJIBKOCTI 0ci0, siKi Oa’kaloTh CKOPMCTATVICS IIOCIIYIOIO 3
AHK-ananisy. 3okpema, Ancestry.com, 23andMe ta inmi kommasii y 2018 p. mponanm 6ineire JJHK-TecTis,
HIX y BCi IIoIepefHi POKM pasoM y3sTi. Y BUIIaAKy, SKIIO 30epeXXeTbCs TaKa X OWHaMiKa, IpuOIIM3HO
3a IIBa POKM KiJIBKicTh ocib, gKi Binmpaswv GiosoriuHi 3pasky Ha TeHeTMYHNMIL aHali3, 3pocTe i3 26 MiIH
Ha no4atky 2019 p. mo 100 miH [25]. 'eHeTnuHi gaHi IOCTYIIOBO CTAIOTh TOBAPOM, IliHa SKOTO Ha PUHKY
nmre 3poctae. Hampukiiaz, koMmmaHiss Zenome po3paxoBYy€eThCs 3 KJTiEHTaMM BJIaCHOIO BaJIIOTOIO (Zenome
Tokens) 3a gocTyn 10 reHeTUYHMX JaHMX, a iHIIa KoMnaHig DNAsimple 11aTUTh 3BMYartHUMY TPOIIIV-
Ma - 110 50 gonapis CIIIA 3a 3pasox JHK [6]. Xoua nmpencraBHVKYM Gi3HeCy CTBOPIOIOTE cepell HaceJIeHHs
1110311 PO MOBHMI KOHTPOJIb Cy0’€KTa JaHMX HaJl, 10r0 TeHeTMYHOIO iHdopMaliiero i IIpo MOXJIMBICTD 11
BUJIQJIEHHS, HACIIPaB/i X, SKIIIO BOHA IIOTPAIUISE Y IIPMBATHI YM BiIKpUTi 0asy reHeTMYHMX HaHUX, IIe
CTae He3BOPOTHIM (PaKTOM, HACIIAKM SKOTO IS JIIOAVHM, 11 OJIM3BKMX Ta YCHOTO JIIOACTBA HEMOXJIVIBO
HependavymTy 10 KiHIIS.

3.4. Hedoniku noaimuxu koMnanii 14000 n0B00xkeHHA 3 eeHemuuHuMu 0anumu

Y srapaHux paninre akrax MDKHapOOHMX OpraHisaliii, MeTOIO SIKMX € 3all0YaTKyBaHHs CTBOPEHHs Ha-
JIeXKHOI MIKHapOJIHOI i HaIlioHaJIbHOI IIpaBoBOi a3yt I peryJIroBaHHs BITHOCMH 3 BUKOPUCTaHHS IeHe-
TIYHMX JaHVIX JIEOIVMHW, MiCTUTBCS OaraTo MOJIOKEeHb PO HeoOXimHicTh 3a0e3r1e4eHHs 0COOJIVBO BIICOKOTO
PiBHA 3aXMCTY IIpaB Ta iHTepeciB JIIOAWHN Y 1Iint cpepi, BKITIOUatoun YMCJIeHHI HOpMY, MexXaHi3MI i TapaHTil.
Y GinprocTi 3 HUX IIpsIMO 3a3HadeHO IIPO IIPiOPUTETHICTh MpaB Ta iHTepeciB OKpeMoi JIIOIMHY Haf, iHTepe-
caMV HayKM 4M CyCIIUIBCTBa, KOJIM MOBa ¥ifle Ipo reHeTwyHi gocrimkenss. Y Jextapartit KOHECKO 2003 p.
Bi/I3HaUeHO 0COOJIMBUI CTaTyC FeHeTYHMX JaHMX, 1110 BUSBJISIETCS y He IIJIKOM ITIPOTHO30BaHMX HaCTiIKax
IXHBOTO BMKOPWMCTAHHS, 3HAUHOMY BIUIVMBI Ha TpeTix ocib Ta mii rpynm HacerneHHs i mmpokum iHdopma-
LIFHWV TIOTeHIiasl, SKMIT CTAaHOM Ha ChOTOIHI PO3KPWUTO IajleKo He IOBHicTIO [4, mpeamOyiia, ctT. 4]. Yepes
Lle TaKi JaHi, SIK IIpaBwIo, He IIOBMHHI CTaBaTV HOCTYIIHMMI IS TpeTix ocib Ta 30epirarucs HoBlle, HiX IIe
HeoOXiTHO 1S Hatleper, BU3HaueHuX 1iien [4, cT. 14].
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Hexmnaparis JOHECKO 1997 p. porryckae oOMexeHHsT KOH(IAEHIIIHOCTI «JIMIIe 3TiTHO 3 3aKOHOM, Ha
MificTaBi Ha/I3BMYAHO CePIIO3HMX IIPVYMH Ta B paMKax MKHapOIHOTO My OIiuHOro mmpasa i Mi>XHapogHOTo
IpaBa y cdepi npas mmonuam» [2, cr. 9]. Hexnapanis FOHECKO 2005 p. 3axIMKae CTBOpIOBATH He3aJIeXHi
OopraHM Ta 3aIlpoBajKyBaTVl IIPOIIe[ly Py OIiHKV PU3MKIB, III0 CTOCYIOThCS MEVIIVHY, HayK IIPO XXUTTS Ta
1I0B s13aHMX i3 HuMm TexHororin [1, cr. 19, 20]. Y Pexomenpnarii Pajgm €sporm (97) 5 meraspHO mporcaHi
3axomy Oe3IeK, 10 TIOBVIHHI BXMBATWCS Y 3B’ 3Ky 3 OIIPALIOBaHHAM MeIMYIHIX Ta TeHeTVYHVIX JaHuX [23,
11. 9]. Pexomenparis Pagyu €sponu (2006) 4 nepenbavae mporenypyu He3aIeXXHOI OLIIHKY, TI0B si3aHi 3 (PyHK-
LIiOHyBaHHSAM 0i00aHKIB Ta HAroJIOIIy€ Ha TOMY, 110 «0i00aHKM, CTBOpeHi Ha OCHOBi TOOpOBUIPHOIO HajaH-
H4 OiortoriuHmx Marepiasiis y myci cosimapHOCTi, He IIOBMHHI OyTVI MOHOIIOIi30BaHVIMY MaJIVIMM TPyIIaMi
4y JOCITIAHMKaMI» [24, mpeaMOyita, cT. 18, 19].

HaTomicTb, 1y1s HOJIITUKY KOMITaHil, III0 3a/IMalOThCsl MacOBMM OIpallfoBaHHAM I'eHeTUYHMX JaHMX, Xa-
PpaKTepHi HEIIOOIMHOKI Ta CUCTeMaTMYHI BiJICTyM Bit HoiOHVIX ITOJIoXKeHb. Binsraunmo siuite geski i3 Hux.
KowmmaHii cxmibHI, 32 3aMOBYaHHSIM, HeoOMeXxeHO 30epiraTy He Jiville TeHeTMYHI /1aHi, a v GiosoriuHi 3pas-
KW, 1110 3Ha4HO Hebe3IIeuHillle, OCKiIJIBKVI OCTaHHI € [I)KepeJIoM BeJIMUe3HOr0 00CATy reHeTMYHIIX TaHMX, SKi
MOXYTb OyTH oTpmMaHi y ManbytHeomy. Hanpuxitaz, y Ilomiturii xondinentinaocti MyHeritage ckazaHO:
«Mu MoxkeMo 30epiraTy 3pasKi IS AOAATKOBYX TeHeTUIHIIX TecTyBaHb» [20]. 11 BupatenHs indopMartii
Ta 3pas3KiB, 3a3BM4ar, HeoOXiIHe cIlellia/lbHe 3BepHEHHS KOPUCTyBaya, 10 TOrO X IIe He CTOCY€EThCS TaK 3Ba-
HVIX 3HeOCOOJIeHNX JaHMX abo IaHMX, SKi BXe CTajIv MaTepiajlaMi [j1s JOCTiIKeHb.

BaxxIBOIO 3arpo3010 € MOXJIMBICTH 3MIiHM IIOJITMKM KOHQimeHmivHOCTI 3 OOKY KOMIIaHil B OZHO-
CTOPOHHBOMY IIOPSIIKY y HaIpsIMKY 3BY)KeHH: IIpaB KOPUCTYBauiB i HaJaHHS IIMPIINX MOXINBOCTEN
IJI KOHTPOJIePiB reHeTMUHMX JTaHuX. Ancestry.com i iHIII cepBicy MPONOHYIOTH KOPUCTyBavdy BULAIUTH
CBiVl eKayHT, SIKIIIO0 FIOMy He IT0100a€eThcs 3MiHa IOJITUKM KOMIIaHII 11010 IPMBATHOCTI Ta ITOBOJKeH-
Hl 3 TIepCOHaJIbHMMU JTaHUMM. KoMeHTyIoun 11i 110JI0KeHH:I, BapTO 3ayBaXUTH, 1110, IO-TIepIile, MOXKJIV-
BiCTB ITOBHOTO BUIaleHHd iH(opMalil € cyMHIBHOIO, KpiM TOTO, LIe¥l IpolieC He KOHTPOIIIOEThCS i3 BOKY
He3aJIeXKHVX OpraHip my0siunol Biamn. ITo-mpyre, yci 000B si3km, IIOB'si3aHi 3 BiOC/IAKOBYBaHHSIM 3MiH
MOTITUKY KOHIAEHITITHOCTI, IIOKJIa/IaloThCs caMe Ha KOpUCTyBada, i yci pusMKM TakoXX Hece caMe BiH.
ITo-Tpere, icHye )XOpCcTKa IpMB sg3Ka 3MiHV IIpaBWI 10 KOPUCTYBaHHA cepBicoM y 1itoMmy. Kopucrysay,
sKuvi He Oaxae, mob obcsr 1oro mpas 3MeHIITYBaBCs IIPY 3MiHI HOIITHKM KOH(ineHIiHOCT, He Mae iH-
IIIOT0 BUOOpPY, HIXK BTpaTUTN YCi pe3ysIbTaTy CBOET MisyIbHOCTI Ha caliTi Ta yCi CcOliasibHi 3B S13KM y MeXKax
Mepexi. [To-ueTBepTe, y POMY BMIIAIKYy KOMIIaHIi 3aCTOCOBYIOTh (popMyIly «opt out», ToOTO mosiTHKa
KOHIiIeHIIiTHOCTI 3MiHIOEThCS He IIiCIIs, a IIe 10 MOMEHTY 3rofIi KOpucTyBada. Yce Iie MaJIo CyMicHe i3
MapaiNrMoI0 «0COOIIMBOT 3aXMUIIEHOCTI TEHETUYHMX JJaHMX», 1110 JIEXKUTh B OCHOBI MIXXKHAPOJIHO-ITPABOBIX
nokyMmeHTiB FOHECKO Ta Pagu €sporm.

[HIIVIMY BasKIIMIBYIMM acITeKTaMVI € MOXJIMBICTh TPaHCKOPIOHHOI Ilepefadi reHeTUIHMX JaHMX Ta bioso-
FYHMX 3pa3KiB [10 KpaiH, Jie 3aKOHOJaBCTBO He HaJlae KOAHWX FrapaHTiil y [IbOMY IUIaHi, a TaKOX VIMOBIpHICTb
BUTOKIB TeHEeTMUYHMX JJaHMX Yepe3 He0alIiCTh IIpalliBHMKIB KoMIIaHii a0o X il 3j1oBMucHMKiB. Hamrprkiiaz,
y 2017 porii 3araspHi, ITIOKM 1110 He reHeTuuHi gani mpo 300 Tuc xopucTyBauiB Ancestry.com ONVHVIINC y
BiIbHOMY moctymi B IHTepHeTi [29]. HeKoHTpOIbOBaHe OIPWIIOAHEHHS TeHeTMYHVIX JaHUX MOXe 3aBIaTin
3HAYHOI i He3BOPOTHOI IMIKOAY It OaraTboX KOpHUCTyBadiB. 3ayBakiMo, 10 Taki JaHi, Ha BinMiHy Bin Oa-
raTboX IHIIVX IIEPCOHAIBHIX JJaHMX, HEBIITUIHPHO ITOB s3aHi 3 0c000I0 3 MOMEHTY 3a4aTT4 i aXx 10 il cMepTi
i HaBiTH miciIA Hel (oo ocTaHHBOTrO imocTpaTusHMM € pimenns CCIUI y cropasi Jiggi v. Switzerland, ne
po3IyIsHaIocs IUTAaHH: 40380y Hposecty aHaitiz [JHK momepsioi ocoOut 3 MeTO0 BCTAHOBIIEHHS POIVIHHIIX
3B’s13KiB, He3BaXKatoum Ha 3artepedenHs pogydis [10]). JTromyHa, 3a pigkicHMMM BUHSATKaMM, He MOXe 3poou-
TU y IIbOMY IIJIaHi )KOJTHOTO CyTTE€BOTO BMOOPY Ta OyIb-SIKMM YMHOM peali3yBaTy CBOIO CBOOO/IY, Ha 3pa3oK
3MiHM iMeHi 1 pi3BuUIIa, JOKYMEHTIB, MiCllsl IIPOXKMBAHHS, 30BHIIIIHBEOTO BUIJISA/Y, CTaTi TOIIO.

3.5. Hesaxuwernicmo npab ma inmepeci6 ocib, no6’asanux i3 cyd’exmom oanux

Oco0sImBicTIO TEHETVUHIIX JaHWX € Te, III0 BOHNU CTOCYIOThCS He JINIIe 0codm, 3 6ioytoriuHmx 3pasKiB Kol
BOHV OTpMMaHi, a 1 Il poAnYiB, a TAKOX LIVIPIIVIX Tpym, 10 SKMX BOHA HAJIEXUTh. TobTo, Yy IbOMY BUTIA[I-
Ky MU MaeMO HeTlepef0adyBaHy 3 TOUKM 30py 3aKOHOJIaBCTBa IIPO 3aXVCT IepCOHaAIbHMX JaHMX CUTYyaIlilo,
KoJv, paKTUUIHO, Cy0 €KTIB TMX caMVIX JaHWX € OUIbllle HDK oOvH (Lle, Ha JyMKY HWM3KM IOCIIHMKIB, cTa-
BUTB ITif] CYMHIB afleKBaTHICTb yCi€l Cy4acHOI CUCTeMM 3aXMCTy ITepCOHaIbHIX JTaHMX, 110 Oa3yeThcs Ha 3rofi
cy06’exra gaHMx). Y IpakKTWMUHOMY IIaHi BaXIMBO, 110 KepTBaMM OIpallfoBaHHS I'eHeTUYHMX JaHuX Mo-
XYTh CTaTV 0COOM, SIKi HIKOIM He PeeCcTPYBIMICS Ha KOTHVX TeHeaJIOTiuHMX carTaX, He HafaBasIy 3TOAM Ha
OIIpallfOBaHHS CBOIX TeHETVMYHMX JIAHMX Ta He Ha/ICMJIaJIV CBOIX O10JIOTiYHMX 3pasKiB.

IToxaszoBuM € BUMAMOK, sikuM y TpasHi 2018 p. mmmpoxko BucsiToaym 3MI, Ko 3a I0IIOMOT0I0 reHea-
soriunoro cepsicy Gedmatch mosiilist BrliiMasIa MaHisIKa-BOMBLIIO 1 IBJITIBHIIKA, JKePTBAMI SIKOTO CTasIV OiIst
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50 sronert m1e 30 pokis Tomy. Ilositis mepenaia reHeTHdHi TaHi 37I04MHILS, SIKi BOHA 30epirasia 3 gacy BUn-
HeHHs 3JI0YMHIB, 10 TeHeasIoriuHol komma#il. ITicjist 11b0ro 3a moroMororo cepsicy Oys1o 3HaVIIeHO CIIiBIIa-
IiHHS 9acTMH ITbOro reHeTdHOro Komy 3 10-20 KopucTyBauaMu cepBicy, sKi BUSBUIINCS BITHOCHO JTajleKMU
pomMyaMm 3I04MHILE. BHACTIIOK TaKmx [ivi, MOl Boaocs imeHTndikysaTu mtoro Ta croinmaru [15]. Ha
LIbOMY IIpMKJIani My OadmMo, K MOYKHA 3aCTOCYBaTV FeHeTUYHI TeXHOJIOril Ha 0J1aro cycIiabeTBa Wi 3abes-
IIe4eHHs 110ro Oe3IIeKy Ta OXOPOHM IIpaBonopsaKy. OmHaK, IIOpL, i3 IVIM, CTa€ 3p03yMiJIo, 10 TaKi MOXJIN-
BOCTi MOJKHa JIETKO BUKOPVICTATH i I MOPYIIIeHHs IpaB JIFOAVHN. 72-Pi4HOI0 3JI0UMHIIS, KU, IMOBIpHO,
HIKOJIM Y XMTTIi caM He 3/7laBaB FeHeTHYHOIO MaTepialy Ha aHaJli3, BOaJIOCs JIeTKO imeHTudiKyBaT uepes
TpeTix ocib. 3Bakaroun Ha Te, 1110, yCi JIFOIAM Ha 3eMIli €, y IIeBHOMY CeHCi, poIydaMy, a HayKOBIISIM BXKe 3apa3
BHasIocsi cpOopMyBaTH riraHTChKe TeHeasIoriuHe fIepeBo, sKe Halidye 13 miiH jroment [16], 30BciM He 0008 s13-
KOBO 37aBaTV CBill TeHeTMYHUY MaTepiajl Ta HajlaBaTy 3rOfy Ha OIpaIlfoBaHHs CBOIX TeHeTWMYHMX JaHUX
IUISL TOTO, 00 OIIVIHWUTICS «IIifT IIPWIIITOM» KOMIIaHIl un iHImmx cy0’eKTiB, 110 BUKOPWUCTOBYIOTH 11i IaHi, Ta
cTaTi 00’ €KTOM Pi3HOMaHITHMX MaHIMy L. Yce Iie BUXOOUT JajleKo 3a MeXi iCHyIouMx IIpaBOBMX HOPM
OO 3aXMCTy TIePCOHAIBHYIX JaHMX Ta CTBOPIOE BKpayl HeCIIpUATIINBI YMOBY /11 3a0e3redeHHs reperda-
YeHVIX y HUX IPaB I yCiX JIFOAeVL.

BucHoBKM

ITpoBemennit anasis gaB 3MOTY BUAUINTY OCHOBHI poOsIeMu, Bifl BUPIIIeHHs AKX 3aJIeXXUTh CUTya-
11is1 i3 3a0e3meueHHsIM IIpaB JIIOAMHM y cepi oIpallfoBaHHd TeHeTUYHUX JaHyX. TakuM amHOM, MOXHa
3poOuUTY BUCHOBOK, 110, 3 OHOT0 DOKY, OXapaKTepn30BaHi 3arpo3u MoB s13aHi i3 HepeaizosasicTio Oara-
THOX IIPUHIINIIB, 3aKIaeHnx y Bignosigaux qokymenTax IOHECKO Ta Pagu €spomnm, 1110 BUSABIISAETBCA
y BiICyTHOCTi HaJIeXXHMX CIIelliali3oBaHMX HOPM i MexaHi3MiB, siKi BTUIMM O ix y XuUTTd. 3 iHIIoro x -
0cOOJIMBOCTI FeHeTYHIMX JaHNX 3MYIIYIOTh 3aMVUCINTICS Hall afeKBaTHICTIO YCi€el crcTeMI 3aXUCTY Iep-
COHAJIBHVIX JaHMX, TOJIOBHMMM 3acafaMi sIKOI € KOHTPOJIb Cy0’€KTa Haf, JaHMUMM, SKi IOr0 CTOCYIOTBCS,
Ta IellepcoHaslizallis JaHMX K crocid BupimenHs npobiaeM. BincyTHicTh MacmTabHOI i BiIKpUTOI ekc-
IePTHOT Ta CyCIJIHOI JUCKYCil IIIO/I0 LIMX IUTaHb BCylleped peKoMeHIallissM MiXKHapOAHMX OpraHisarin
aXk HisIK He CIIpMsi€ BCTAaHOBJIEHHIO OaslaHCy iHAMBIAyaIbHMX, TPYIOBUX Ta CYCIIIbHMUX iHTepeciB y cdepi
OTIpaITIOBaHHS TeHeTUYHOI iHdopMmariil. PasoM i3 myM, OisUTbHICTh iHTepHeT-KOMIIaHI, IO 3aMaloThCs
OIIpaIllOBaHHSIM TeHeTUYHMX JaHMX JII0feN y BeJIMKNMX 00csrax, € CyMHIBHOIO 3 OIVISAy Ha HMU3KY MiX-
HapOAHO-BM3HAHMX IPVHINIIB 3aXWCTy IepCOHAJIBHIX HaHWX Ta MOXe OyTW IOB'sA3aHa 3i 3HaUHUMM
pV3MKaMM LIS IIpaB JIFOAVHIL

Y Takmx ymoBax BasKJIMBO 30CepeUTH yBary Ha yIOCKOHaJIeHHi IIpaBOBVX HOPM Ha MiXKHapOIHOMY
Ta HalllOHaJILHOMY PiBHI, IIIO CTOCYIOTBCS OIpalllOBAaHHS eHeTWYHMX HaHVIX JIFOOWHY, 5Kl 0, 3-IToMixX
immoro: (a) 3abe3neunsn npasa iHmMX ocib Ta rpy1, moB sA3aHMX i3 cy0’ekToM gaHmX; (0) merasnbpHimre
KIacudikysaian piBHI AerlepcoHastizalii JaHWX 3 YpaXyBaHHSIM MatOyTHIX TeXHOJIOTIUHMX HOCATHEHb;
(B) rapaHTyBa/IM 3aXMUCT TaHUX, IO € BiTHOCHO BiOKpeMsIeHi Bif] cy0’eKTa, a TaKOX ¥10ro IIpaBa 0710
HUX; (T) cTaju 0CHOBOIO (popMyBaHHH epeKTUBHIX MeXaHi3MiB 3a0e3redyeHHs Oe3leku Ta He3asIeXKHO-
ro KOHTPOJIIO HaJl, OIIpallfoBaHHAM reHeTUYHMX JaHux. KpiM Toro, BaXJimBo 3amodaTKyBaTy CyCIIisIbHe
00OroBopeHHs 3raflaHNX IIMTaHb 3a Y4acTIO AOCITHUKIB Ta eKCIIepTiB, IO BUpaXaloThk Pi3Hi iHTepecu
i IO3MIIi1, a TaKOX 3iMICHIOBATM IPOCBITHUIIPKY POOOTY cepes] HaceJleHHs, CIIpsIMOBaHY Ha YCBilTOM-
JICHHS JIFObMY iCHYFOUMX i HOTEHLIVIHNUX 3arpo3 Ta NPUMHATTSA HUMU 3Ba)KeHUX pillleHb 3 IUTaHb, 110
CTOCYIOTBCSI FeHeTUYHMX JTOCITi/IKeHb.
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Processing of large amounts of personal genetic data:
international regulatory issues and human rights challenges

Summary

The article is concerned with investigating threats associated with processing of large amounts of genetic
data by Internet companies providing information services for determining family relations, ethnicity, and
individual characteristics important for a healthy lifestyle. In particular, deliberate or accidental disclosure
of genetic information may cause discrimination against certain persons, their stigmatization, and may
exacerbate xenophobia in society or increase marginalization of particular groups. Such fundamental human
rights as the right to equality and non-discrimination, the right to respect private and family life, including
protection of personal information, as well as many other rights and interests in the field of employment,
insurance, personal relations, public life, etc., may be violated.

The authors analysed international legal documents related to genetic research, in particular those adopted
by UNESCO and the Council of Europe, and outlined the principles of processing of human genetic data,
including: the principle of non-discrimination and non-stigmatization on the basis of genetic characteristics,
the principle of granting access to genetic characteristics data to persons they belong to, the principle of
ensuring a high level of protection of genetic data, the principle of compensation for damage caused by
violation of requirements of legislation on protection of genetic data, the principle of prevailing of dignity and
interests of the human being over the interests of society or science, the principle of personal participation in
decision-making regarding processing of genetic data, the principle of non-use of human genome for profit.

Comparison of existing international legal standards for protection of genetic data and privacy policies
and activity of genealogical Internet companies made it possible to identify major shortcomings of current
regulatory mechanisms and practices for genetic data handling, such as: unjustified reliance on data
depersonalization means, exposure of rights and interests of persons related to the data subject, unreasonable
long-term storage of data and biological samples, possibility of transboundary transfer of genetic data without
providing proper guarantees, likelihood of linking genetic data to other types of personal data and creation
of comprehensive databases, adverse conditions for forming an adequate balance of individual, group and
public interests in the field of genetic research.

The study concluded that there is a need to develop and improve legal rules at the international and
national level concerning human genetic data processing, which would, inter alia: ensure the rights of other
persons and groups associated with data subject; classify in more details levels of data personalization
considering future technological advances; guarantee protection of data that is relatively separate from the
data subject; become the basis for formation of effective security and independent control mechanisms over
data processing.



