Po36ydosa depicasu i npasa: numanns meopii ma KOHCMUmMyyitiHoi npakmuxu

MIXAMJIIHA T. B.,

JIOKTOP IOPUAMYHUX HAyK, Tpodecop,
npogecop kadenpu teopii, icropii
JiepKaBH 1 ipaBa Ta (inocodii mpasa
(doHeybkutl HAYIOHANLHULL YHIGepCUmem
imeni Bacuns Cmyca)

JOBT'AHB b. B.,

cryaenTka IV kypcy

IOPUIMIHOTO (DaKyIBTETy

(Lloneyvkuti HayioHanrbHULl yHigepcumem
imeni Bacuns Cmyca)

YIK 340:004
DOI https://doi.org/10.32842/2078-3736/2023.2.1.7

FEHOMHA IHO®OPMALISA JIIOAUHU: IPABOBI IPOBJIEMHU
BUKOPUCTAHHA TA NPOTUAII AUCKPUMIHALII
3ATEHETUYHUMHU O3HAKAMHU

MeTor0 HayKOBOTO JOCIIKCHHS € aHaNi3 IPaBOBUX MpPOOJIeM BHKOPHCTAHHS
TeHOMHOT 1H(pOpMAIii JFOIUHU Ta MPOAMIIT AUCKPUMIHAIIT 32 TCHETHYHUMH O3Ha-
KaMH, a TakoK (HOPMYITFOBaHHS IMPOMO3MINNA Ta PEKOMEHJAIH MO0 YaCTKOBOTO
BHPIIICHHS IIi€1 IPOOIeMaTHKH.

Y po0oTi aKIIEHTYETHCS yBara Ha TOMY, 1110 HeOOX1AHICTh HOPMAaTUBHOTO HEPEIiKy
BCiX BHIAJKIB BTPYYaHHS y IIPUBATHE JKUTTS 0coOM, a OTXKe, HAJIC)KHA periiaMeH-
Tallisl AepKaBHOI peecTpanii reHOMHOI iH(opMallil JIOAUHH, € HE IPOCTO Oa’kaHUM
€TaroM yIopsJIKyBaHHS 3aKOHOJABCTBA y BiJTOBITHOCTI 10 CYCIHiJIbHUX BiJIHOCHH,
a, TIepIl 3a Bce, 3a0e3MEUCHHM IpaBa KOXKHOTO TPOMAJISHUHA Ha IOBAry O CBOTO
MIPUBATHOTO JKUTTI.

BusiBieHo, 1110 mpaBo Ha BUKOPUCTAHHS TEHOMHOI iH(pOpMAIIii TFOAUHU Ta IPaBO
Ha 3aXUCT MEPCOHAIBHUX JAHHUX CIIIBBITHOCATHCS SK B3a€MO3AJICKHI: ICHYBaHHS
MIEPIIIOTO € HEBUIIPABIAHUM 0€3 CyBOPOTO JOTPHMAaHHS Apyroro. IIpaBo Ha BHKOpH-
CTaHHS TCHOMHOT 1H(QOPMAIlii JIFOIMHA HE TIOPYIIYE MPABO Ha 3aXUCT MEPCOHATBHUX
JaHUX, SKII0 Take BUKOPHUCTAHHS YITKO pETIaMEHTOBAHE 3aKOHOM i3 3aCTOCYBaH-
HSIM OCHOBOITOJIOXKHHUX MIDKHAPOJHO-TIPABOBHX MOCTYyJNaTiB. HasBHICTh OIaHKETHUX
HOPM, IO CTOCY€EThCSI 0OMEXEHHs ()yHIaMEHTAIBHOTO MIPaBa Ha 3aXUCT MEPCOHAIb-
HUX JIJaHWX, B 3aKOHOJIABCTB1 YKpaiHH, a TAKOXK MEepeKIIaieHHs BiAMOBIAILHOCTI Ha
Kabiner MiHicTpiB YKpaiHU B MUTAHHSIX MOPSAKY OOOB’SI3KOBOi Ta JOOPOBUIHHOT
JeprkpeecTpanii TeHOMHOI iH(popMmaii, TocTymy Ta 0OpOOICHHS, HOPSIKY BEICHHS
6a3u nanux JJHK ta nopsaxy 30epiranHs BiIOBITHUX JaHUX CYTIEPEUUTh IPUHLIUITY
3aKOHHOCTI OOMEKEHHSI TEPCOHANBHUX NaHUX. BUNAETHCS MOUUTBHUM OOMEKHUTH
IIMPOKUH CIIEKTP BUIBHOTO TyMadeHHs dacTHHU 4 crarti 16 3akony Ne 2391-1X
MUISXOM ii JIOTIOBHEHHSI: «...1 JuiIe (SKIIO 11 HeOOXiHO) B IHTepecax HalioHAIbHOT
0e3MeKH, EKOHOMIYHOTO TOOPOOYTY Ta TIPAaB JFOIHHID.

3po0IeHO BIUCHOBOK, IO Y 3aKOHOJIABCTBI YKpaiHU IMHUTaHHIO 3aXHUCTY BiJ| JUC-
KpuMiHaiii 3a TeHeTHYHHMH O3HAaKaMHU TNPWIUISETbCS MaJo yBaru. Y 3B’S3KY
3 aKTUBHUM PO3BHTKOM T'€HETHKH, YKpaiHa moTpeOye OHOBICHHS IIPABOBOTO PETy-
JTIOBaHHS y cdepi MpOTHAil TeHEeTHYHIH JUCKPUMIHAINI 3 ypaXyBaHHSM TOCBITy
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CIIIA, Kananu, Benukoi bputanii. Bapto 3akpinutu B 3akoni Ne 2391-1X npuntmm
3aXUCTY BIJI JUCKpUMIHAIII] 32 TCHETUYHOK 03HAKOIO.

Knwuosi cnosa: J[HK-ananiz, eenomua ingopmayis ar00unu, nepcoHarvii 0ami,
2eHemuyni OaHi, 2eHemuyHi O3HAKU, BUKOPUCTNAHHA 2eHeMUYHUX OaHUX (2eHOMHOI
iH(hopmayii), OucKkpuminayis, npasa 1oOUHU, OXOPOHA NPAS THOOUHU.

Mikhailina T. V., Dovhan B. V. Human genomic information: legal problems
of using and countering discrimination based on genetic characteristics

The purpose of the scientific research is to analyze the legal problems of using
human genomic information and the prevention of discrimination based on genetic
characteristics, as well as to formulate proposals and recommendations for a partial
solution to this problem.

The paper focuses on the fact that the need for a normative list of all cases
of interference in the private life of a person, and therefore, proper regulation of state
registration of human genomic information, is not just a desirable stage of streamlining
legislation in accordance with public relations, but, above all, ensuring the right
of every citizen to respect for their private life.

It was found that the right to use human genomic information and the right to
protect personal data are interrelated: the existence of the former is unjustified without
strict compliance with the latter. The right to use human genomic information does not
violate the right to personal data protection, if such use is clearly regulated by law using
fundamental international legal postulates. The existence of blank norms concerning
the restriction of the fundamental right to personal data protection in the legislation
of Ukraine, as well as the transfer of responsibility to the Cabinet of Ministers of Ukraine
in matters of the procedure for mandatory and voluntary state registration of genomic
information, access and processing, the procedure for maintaining a DNA database
and the procedure for storing relevant data contradicts the principle of legality of limiting
personal data. It seems appropriate to limit the wide range of free interpretation of Part
4 of Article 16 of Law No. 2391-IX by adding: «only (if necessary) in the interests
of national security, economic well-being and human rightsy.

It is concluded that the legislation of Ukraine pays little attention to the issue
of protection against discrimination based on genetic characteristics. Due to the active
development of genetics, Ukraine needs to update the legal regulation in the field
of countering genetic discrimination, taking into account the experience of the United
States, Canada, and Great Britain. It is necessary to enshrine in Law No. 2391-1X
the principle of protection against discrimination based on genetic characteristics.

Key words: DNA analysis, human genomic information, personal data, genetic
data, genetic traits, use of genetic data (gemomic information), discrimination,
human rights, human rights protection.

Beryn. CyTTeBe NpUCKOPEHHS CyCITUTBHOTO PO3BUTKY OCTAHHIMH ACCATHIITTIMH CIIPUYH-
HIJIO BUOYXOMO/iOHI 3MiHM y 6araTthox cepax HaykoBOro 3HaHHA. CaMe 10 TaKuX MOXHA BijHe-
CTH MEJMIIMHY B3araji Ta TeHETHKY 30KpeMa. Y 3a3HaueHHX cepax BilOyarcs YUCICHHI HayKOBi
MPOPUBH, SIKi CIIPABJSIFOTH BEIWYE3HUH BIUIUB HA SIKICTH JKUTTS JroauHu. Cepen TakuxX 4YillbHe
Micue nocigae JIHK-anami3, sikuii HajiaB aOCOIOTHO HOBUX MOXKIJIMBOCTEH Y TIJIONIMHI BCTAHOB-
JICHHS CHOPIAHEHHS, MOIIYKY POAWYIB, BCTAHOBICHHS OCOOM >KEPTBU Ta(UM) 3JO0YMHIL, LI0 Ma€e
BEJIMYE3HE 3HAYCHHS, 30KpeMa, IiJ Jac 30poWHHX KOH(IIKTiB. OTKEe, MOXKHA CTBEpIKYBATH,
mo s YKpaiHu TeMaTHka mpaBoBoro 3adesmeueHns JJHK-anamizy Ta BUKOpHCTaHHS T€HOMHOI
iH(opMalrii € 0cOOIHMBO aKTyallbHO, X04a i HETOCTATHHO BUCBITICHOIO.

31e0iIbIIor0 HAyKOBI JOPOOKH y cepi BUKOPUCTAHHS TeHOMHOT 1H(OpMAITii 3/1ilicHIOBa-
Ticst 3apyOlKHUMH BYCHUMH, cepesl ikux Abraham P. Schwab, Hung S. Luu, Jason Wang, Jason
Y. Park Ta iHnm. 3-momixk BITYM3HSHUX HAyKOBIIIB, SIKi MPAIlOBAlM y 3a3Ha4eHid cdepi, BapTo
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3rajgaru Takux, sk M. Apuu, H. Axtupceka, B. I'yceesa, B. XKopaunpkuii, J. Kanenrox, P. Korep-
niH, M. JleBoH. TuM He MeHIIIe, IIIKOM 3aKOHOMIPHOIO € TIPOTabHICTh MPABOBOTO PETYIIOBAHHS
MIPOIIECY BUKOPHCTAHHS TeHOMHOT 1HQOPMAITii JIFOWHY, & TAKOXK MPOTUIIT JUCKpUMIHAIIT 32 TeHe-
TUYHUMH O3HAKaMH, 1[0 aKTyaJli3y€e HAyKOBi TOCTIKECHHS ITi€] HOBITHBOIT MPOOIEMAaTHKH.

IMocranoBka 3aBAaHHs. MeTO0 HayKOBOTO IOCIIKCHHSI € aHaJIi3 MPaBOBUX MPOOJIEM BUKOPH-
CTaHHs TeHOMHOI 1H(pOpMAIIil JIFOMHY Ta MPOAX/IIT AUCKPUMIHAIIT 32 TCHETUYHUMH O3HAKAMH, & TAKOXK
(hopMyIIOBaHHS IPOTIO3MIIIH Ta PEKOMEH/IAIIi [I0JI0 YACTKOBOTO BUPIIICHHS 1Ii€1 MPOOIeMaTHKH.

PesyabraTu gocaigxennsi. AxtuBHe Bukopuctanus JJHK-anamizy B pisHux cdepax cyc-
MUTBHOTO JKUTTSL 3yMOBHWJIO IIOSIBY B TEOpii IPABO3HABCTBA HOBOTO IPaBa — HAa BUKOPUCTAHHS
TFeHOMHOT iH(opMallii TIOMUHY (Ha BUKOPUCTAHHS FTeHETUYHHX AaHuX ). BimmoBigHo 1o 4. 1-2 ¢T. 16
3axony Ne 2391-1X, mpaBo Ha BHKOPHCTAaHHS TCHOMHOI iH(pOpMaIii MalOTh KePiBHUKH MPOKypa-
TYp Ta OPTaHiB JIOCYJOBOTO PO3CJIi{yBaHHs, IPOKYPOPH, CIIi/I4i, Ji3HaBaYi, YIIOBHOBaKEHI 0COOH
OIepaTUBHUX MIIPO3/ITIB, YIIOBHOBaXXEeHI 0coOu HarioHanpHOTO IIeHTpabHOTO 0r0po [HTEepmony
B YKpaiHi BiJIMOBIIHO /IO 3aKOHOJIABCTBA, OPTaHU 1HO3EMHUX AepkaB [1].

Bapro 3ayBaykuTH, 110 MMTaHHS BUKOPHCTAHHS TeHOMHOT 1H(QOpMAIIii JIFOMUHH 13 MaKCHMaJTb-
HHUM 320€3MCYCHHSIM 3aXUCTy MCPCOHAIBHIUX JAHUX € UM HE HaHOUIBII CKIaIHUM Yy TPaBOBIH JOK-
TPHHI, 0 ¥ TEepEeIKoKaNo NpuitHATTIO BianosiaHoro HITA mpotsiroM TpuBaioro gacy B YKkpaiHi.
VY npoMy acnekTi BIydHUMH € TyMKH H. AXTHPCBKOi: « YIPOIOBXK 6araTbox CTOMITh BUCHI Ta Mpak-
TUKHM HaMaraloThCsl 3HAITH HalOLIbII Ai€BHH MeXaHi3M igeHTudiIKarii ocid Ta 00’€KTiB 3 BUKOPHUC-
TaHHSIM 0a3 JaHUX, aJie PO3BUTOK HAYKOBHX 3HAHb Ta TEXHIYHUX MOMKIIUBOCTEH CIIPHSE MOCTIHHOMY
MOLITYKY HOBUX TE€XHOJOTTYHUX IiJIXOAIB, AKi BOAHOYAC Maiu O y3rofpKyBaTH JIBI METH — BCTAHOB-
JICHHSI 3JI0YMHIIS Ta 3a0€31eUCHHS HeBTPYYaHHs B OCOOHCTE JKUTTS 1HIINX TPOMAJISTH, BIIIOBIIHO 0
cT. 8 KOHBEHIIiT Ipo 3aXUCT MPaB JIFOJMHHU Ta OCHOBOIOJIOXKHUX cBOOO» [2, ¢. 386]. BiacHe, 3ranana
KonBeHtist y cT. 8 3aKpiIuTioe MpaBo KOKHOTO Ha ITOBary 110 CBOTO IIPUBATHOTO 1 CIMEHHOTO JKUTTS, 10
CBOTO JKUTJIa 1 KOPECIIOHICHIIIT Ta 3a00pOHSIE OpraHaM JCeP:KaBHOI BN BTPYYATHCh y 3IIHCHECHHS
[ILOTO MPaBa, 32 BUHATKOM BUIIJIKIB, KOJIM BTPYYaHHS 3IHCHIOETBCS 3TiHO 13 3aKOHOM 1 € HEOOXiI-
HUM y JICMOKPAaTUYHOMY CYCIUIBCTBI B IHTEpeCcax HaIllOHAIBLHOT Ta TPOMAaJICEKOT OE3IeKH Y EKOHO-
MigHOTO 06p0OYTY KpaiHu, IS 3ar100iranHs 3aBOPYIICHHIM UM 3J0YMHAM, JJISI 3aXUCTY 37J0pOB’SI
qM MopaJti abo ISt 3aXUCTy TpaB i cBoOON iHmMX 0cio [3].

B. I'yceBa y cBOiX mpamsx HOCHJIAETHCS Ha TyMKH iTaNiHCBKUX AOCHiIAHUKIB V. Marchese,
N. Cerri, L. Caenazzo, sxi 3a3Ha4arots: «Ilomnpu te, mo 6a3u ganux JHK € Benukor MiHHICTIO
JUTSL PO3CIIiIyBaHHsI Ta CYCIIBCTBA, 3aBIAHHIM JICPKABU € BU3HAYCHHsI OaJIaHCy MIXK CYCHiIBHUM
iHTepecoM y 60pOTHO1 31 37T0UMHHICTIO Ta TAKUMH OCOOMCTHMH MpaBaMH, sIK: 0coducTta cBoOoa,
TiIHICT Ta KOH(DIACHIIHHICTE — IO MOXe OyTH podiemoro» [4, ¢. 126]. 3 nporo BUIUIMBaE HEOO-
XITHICTh HOPMATHBHOTO TEPEIiKy BCIX BHIIAJKIB OKPECICHOTO «BTPYYAHHS», a OTXKE, HAJIC)KHA
penaMeHTallis Iep’KaBHOI peecTpariii TeHOMHOT 1H(QOPMAITiT JTFOIUHH € He MPOCTO OaKaHUM eTa-
MTOM YTIOPSIIKYBaHHS 3aKOHOJABCTBA Y BIAMOBIIHOCTI JIO CYCIIJIBHUX BIJIHOCHH, a, TIEpII 3a BCE,
3a0e3MeueHHsIM TpaBa KOKHOTO TPOMa/ITHIHA Ha TIOBAary 710 CBOTO TPUBATHOTO YKHUTTA.

1o cTocyeThes mpaBa Ha 3aXUCT MEPCOHANBHIX TAHHUX, TO HAa MIXKHAPOIHOMY Ta HAIllOHAIIb-
HOMY PiBHI BOHO TIIYyMa4HThCS IOCHTh JIETAIBHO. Y 3araJlLHOMYy PErJIaMeHTI PO 3aXUCT JaHHX,
«TIEPCOHANBHI JaH1» 03HAYAIOTh Oy/b-IKY iH(POPMAIIiIO, III0 CTOCYETHCS (i3UUHOT 0CO0H, Ky i1eH-
TH(iKOBaHO YK MOXKe OyTH iMeHTH]IKOBaHO («cy0’ekT maHux») (cT. 4); y KonBenuii npo 3axuct
0ci0 y 3B’43Ky 3 aBTOMAaTU30BaHOI0 00OPOOKOIO MEePCOHANBHUX JaHUX [5] — Oyap-sKy iHpopMallito,
sIKa CTOCY€ETHCS KOHKPETHO BU3HAUEHOI 0cobu a60 0colu, 110 MOKe OyTH KOHKPETHO BU3HAUYEHOIO
(ct. 2); y Pexomenpanisx Ne R(87)15 KomiteTy MiHicTpiB AepikaBaM-uIeHaM, 110 PETYIIOE BUKO-
PHUCTaHHS MEPCOHATBHHUX TAaHUX y CEKTOpPI momiii [6] — Oyab-sKy iH(pOpMAIIifo, IO CTOCYETHCS
ieHTH(IKOBaHOT Yu He ineHTH(]iIKOBaHOT 0coOM (0c00a He TMOBHHHA PO3MIAAATUCS SIK Taka, IO
IICHTU(IKYEThCS, KO iMeHTH(DIKALIS BUMAarae HEBUIIPABIAHUX BUTPAT 4Yacy, KOMTIB abo JIFOI-
ChKUX pecypciB). Y 3akoHi Ykpaian «IIpo 3axUCT mepcoHaNbHUX TaHUX», TEPECHMArOYr TOCBIJ
CBITOBOT CIUIBHOTH, MapiaMeHTapii 3aKpilIA CXOKe JI0 BUINE3raJlaHuX BU3HAYCHHS: BIZOMOCTI
YW CYKYIHICTbh BiJIoMOCTel Tipo (izmuHy 0co0y, SKa iIeHTH(IKOBaHA a00 MOKEe OyTH KOHKPETHO
inenTudikoBana (CT. 2).
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3a 3araJIbHUM MPaBUIIOM OTIPAIFOBAHHS TCHETHYHUX JaHUX, OIOMETPUYHUX JAHHUX JUJIS il
ennHoi ineHTrdiKaIil GiznuHOol 0coOm € 3a60poHeHUM (3arajbHUN PETIAMEHT PO 3aXHUCT JAHHX ).
BuueprHuii mepernik BUHATKIB HABOIUTHCS B 4. 2 ¢T. 9 1iporo Pernmamenty. Biamosigao 1o 4. 1
cT. 53 Xaprii ocHOBHUX npaB €Bporeiichkoro Corosy [7], Oyab-sike 0OMEXEeHHs MOA0 peatizarii
mpaB i cBOOO, BU3HAHMX Li€l0 XapTieio (y TOMy YHMCI paBa Ha 3aXUCT MEPCOHANBHUX JAHUX —
CT. 8), MOBUHHO OyTH MepeadaueHe 3aKOHOM 1 MOBaXKaTH CYTHICTh IIUX MpaB i cBOOO. 3a yMOBH
JOTPUMAaHHS MIPUHIIUIY MPOMOPIIIHHOCTI, OOMEKEHHsSI MOXKYTh OyTH 3aCTOCOBaHi JIMIIE B TOMY
BUIIQ/IKY, SKIIO BOHM HEOOXiJHI Ta AIMCHO BiJIMOBIIAIOTH LISM 3arajibHOTO 1HTEpecy, BUBHAHUM
€pporneiicekum Coro30M, a00 HEOOX1IHOCTI 3aXKUCTy MPaB Ta cBoOO iHIKX ocid. Lli Hopmu 03Ha-
YaloTh, 1110 OKPECJICHE MPaBo HE € a0COJIIOTHUM 1 MOKe OyTH 00MexeHO. AJie Take 0OMEKEHHS Ma€e
MAaTH YiTKi 3aKOHO/IaBYl PAMKH.

3rigHo 3 mpaBoM Paxn €Bponu mpo 3aXucT NepcoHaNFHIX JaHUX, 00po0Ka TaKUX JaHUX € TIpa-
BOMIpHIM BTPY4YaHHSIM Y TIPaBO Ha IIOBAry 0 TPHUBATHOTO YKHUTTS, SIKIIO Take BTpydaHHs: (1) 3miiic-
HIOEThCS 3T1THO 13 3aKOHOM; (2) Tiepecitiaye JeTITUMHY MeTy; (3) 31iHCHIOEThCS 13 TIOBAror J0 CyTi
OCHOBOIIOJIOXKHHX ITPaB 1 cBOOO; (4) € HEOOX1THUM Ta TIPONIOPIIIHHIM B JIEMOKPATHYHOMY CYCITITbCTBI
JUISl TOCATHEHHS JieriTuMHOl MeTu. [IpaBo €Bporneiickkoro Coro3y nependadae cxoxki yMoBH oOMe-
JKeHHsI peaizallii OCHOBOIIOJIOKHMX MpaB 1 cBoOOI, mependadeHux y Xaprii. Bynb-sike oOMexeHHs
Oy/Ib-SIKHX OCHOBOIIONIOKHHX ITPaB, BKJIFOYHO i3 MPABOM Ha 3aXMCT NEPCOHATBHUX AAHUX, MOXKE OyTH
MPaBOMIPHUM Y pa3i, SKIIO BOHO: (1) 3MiiCHIOETHCS 3TiHO 13 3aKOHOM; (2) 3a0e3meuye JoTpUMaHHS
CyTi mpaBa; (3) crupaeThcsi HAa MPUHIMIT MPOMOPIIHHOCTI 1 32aCTOCOBYETHCS JIUILIE B TOMY BHIIAJIKY,
AKIIO € HEeOOXiTHUM; (4) mepeciilye MeTy 3arajlbHOro iHTepecy, BU3HaHOro €BporeicbkiuM Coro30M,
a00 € HeOOXiTHUM JUTS 3aXUCTY TIPaB 1 cBOOO HIIMX Jroneii [8, ¢. 39-40].

Oco011BO BapTO 3BEPHYTH yBary Ha IPHHIIMIT 3aKOHHOCTI. L{s1 BUMora o3Hadae, mo oome-
JKCHHS MAalOTh IPYHTYBATHCS Ha ITPABOBUX MONOXKEHH:X, ski: (1) mocTymHi i mependadyBaHi,
(2) chopmysbOBaHI 3 HAIEKHOIO YITKICTIO, (3) TPaBOBI IMiJICTABH MAKOTh YiTKO BU3HAYATH OOCST
Ta croci0 peamizalii TOBHOBaKCHh KOMIIETCHTHUMH OpPTaHaAMK 3 METOO 3aXUCTY (i3UIHOT 0COOH
BiJl CBaBIJIbHOTO BTpydaHHS [8, c. 48]. CaMe Ha TakuMX 3acallaXx Ma€ IPYHTYBaTHCS YKpaiHChKE
3aKOHOABCTBO B NMUTAHHI 3aKPIIUICHHS TpaBa Ha BUKOPUCTAHHS T€HOMHOI iH(OpMAIIi] JIIOIHMHN.
He Bmaroumchk 10 neranbHoro anamidy 3akoHy Ne 2391-1X, crmig 3ayBakuTH, 10 TEPEKIaICHHS
BiAnmoBinansHOCTi Ha Kabiner MiHicTpiB YkpaiHM B MUTAHHAX AETali3allii HOPM IIOAO MOPSIIKY
000B’s13K0BO1 Ta JTOOPOBUIBHOI JepKpeecTpallii reHOMHOT iH(opMallii, T0CTymy Ta 0OpoOIeHHs,
nopsiaky BeaeHus 6a3u qanux JJTHK ta mopsiaky 30epiranHs BiANOBITHUX NAaHHUX € IPSIMHM MOPY-
IIEHHSM OKPECIIEHOTO BHILE IPUHLIUITY, aJDKE MOPAI0K 00POOKHM Yy TIIMBUX JaHUX Mae OyTH 3aKpi-
TUTCHHUH 3aKOHOM, @ He HU3KOIO ITi13aKOHHHX aKTiB.

AHali3 HaBEICHOTO Ja€ MiJACTaBH IPHITYCKaTH, IO MPaBO HAa BHKOPHCTAHHS T'€HOMHOI
iH(pOpMaIii TIOTMHA HE TOPYIIye MPaBO HA 3aXHCT IEPCOHATIBHUX NAHHX, SKIIO TaKe BHUKOPH-
CTaHHS YiTKO PETIaMCHTOBAHE 3aKOHOM 13 3aCTOCYBaHHSIM OCHOBOITOJIOKHIX MIXXHAPOTHO-TIPABO-
BUX TIocTynatiB. KpimM TOro, BaKIIMBO BCTAHOBUTH BIINMOBIAANBHICTD 32 MOPYIICHHS OKPECICHUX
IIPaB, a TAKOX TMEPENIK TapaHTil 3aXMCTy 0COOM — HOCIsI TeHOMHOI iH(opMallii, 10 BUKOPHCTOBY-
€Tbesl. BinTak, SKI10 Koo opraHiB Aep»KaBHOI BIAAH, SKi MalOTh JOCTYI A0 TEHOMHOI iH(popMarii,
YiTKO BCTAHOBJICHE 3aKOHOM, TO CaMe Ha Ili OpraHM MOKJIAJAEThCs BiAMOBIAANBHICTH 3a 30epe-
JKCHHS JaHuX. 3rigHo 3 4. 3 cT. 10 3akony Ykpainu «IIpo 3aXuCT NepCcOHANBHUX JTaHUX», BUKOPHU-
CTaHHS MEePCOHANBHUX JIaHUX MPalliBHUKaMHU Cy0’€KTiB BiIHOCHH, MOB’A3aHUX 3 MEPCOHATBHUMHU
JAHUMH, TIOBUHHO 31MCHIOBATHCS JIMILIE BiAMOBIAHO 0 iXHIX MpodeciiiHuX 4u ciayk00BHX a0o
TpyaoBux 000B’s3KiB. Lli mpariBHUKHM 3000B’s13aH1 He JOMYCKaTH PO3TOJIOIIEHHS Y OyIb-sIKUi CTIO-
ci0 TepcoHaNbHUX AAaHUX, AKi iM OyJ0 ITOBIpeHO abo sSKi CTAaNW BiOMi y 3B’S13Ky 3 BUKOHAHHIM
npodeciiHIX YK CITy)KOOBUX a00 TPYITOBUX OOOB’SI3KiB, KpPIM BHUIIAKIB, Iepea0adyeHUX 3aKOHOM.
Take 3000B’s13aHHS YMHHE IICIIS MPUITHHEHHS HAMH IiSUTBHOCTI, TTIOB’S3aHOI 3 TIePCOHATHHUMHU
JTAHVMH, KPIM BHIIAJIKIB, YCTAHOBJICHUX 3aKOHOM.

OnHak, 4. 4 ct. 16 3akony Ne 2391-1X nepenbavae, 1m1o0: «rmepcoHaNbHI JaHi, o 30epira-
10ThCs B basi JaHnX, He MOXKYTh OyTH PO3KpHUTI a00 mepenaHi ocodam Ta opraHam, He BUZHAYCHUM
crarrero 16 mporo 3akoHy, KpiM BUTIQJIKIB, YCTAHOBICHUX 3aKOHOM», — & OT)KE, CTABUTH IiJ] CyM-
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HIB CXOPOHHICTh T€HOMHOI iH(popMarllii Ta NoTpedye TIyMadeHHs, aJKe HasBHICTh OJAaHKETHUX
HOPM B ITUTaHHI, IO CTOCYETHCS 0OMEKEHHS (PYHIaMEHTAIFHOTO TIpaBa Ha 3aXHCT MEPCOHATEHUX
JAHUX, € CYTMIEPEWINBHUM (II€ TAKOK CTOCY€EThCS BUILCHABEACHUX HOPM). BimnoBigHO, BUIAETHCS
JIOLIJTbHUM OOMEKUTH IIUPOKUK CIIEKTP BIJIBHOTO TIyMaueHHS HOPMH, HANPHKIIAJ, IIJISXOM il
JIOTIOBHEHHS: «...1 JIWMIE (SIKIIO 11e HeoOXiHO) B iHTepecax HalioHAIBHOT O€3MEeKH, EKOHOMIYHOTO
J100po0yTy Ta TpaB JIOAUHNY.

TakuM 4YHHOM, TpaBo Ha BUKOPHCTAHHA F€HOMHOT 1H(bopMau11 JIOIMHY Ta NPaBO Ha 3aXHCT
MePCOHABHUX JIJAHUX CITIBBIIHOCSTHCS SIK B3a€MO3AJI€XKH1: ICHYBaHHS [IEPILIOTO € HEBUITPABJAHUM
0€e3 cyBOpOro IOTPUMAaHHS APYTOTro.

Bukopucranss reHOMHOI iH(popMAaIii ocodu, KpiM mpodiem ii 30epexeHHs, MiaHIMAae IIe
OIIHY HAJBAXXJIMBY IpoOIEMY, a came: AUCKPUMIHAIII0 0Ci0 32 TeHeTHYHUMH O3HakaMu. Harrio-
HAJIBHUH JTOCHITHABKUHA IHCTUTYT T€HOMY JIFOWHY BH3HAYa€ AUCKPUMIHAIIIO 32 TCHETHIYHUMHU
O3HaKaMH SK HEPiBHE CTaBJICHHS 10 JIOACH Ha OCHOBI IXHBOTO TCHETHYHOTO KOy a00 TCHOMY,
HaIpHKIaA, pU3UKY TCHETHIHOTO PO3MIamy, i MOXe mependadyaTd BUKOPHCTAHHS Takoi TeHOMHOT
iH(popMaIii MPoTH 0Ci0 y pi3HUX 00cTaBUHAX (TIpalleBIIAIITYBAHHS, CTaH 3/J0POB’ sl UM IHBAITHICTb,
CTaTyc cTpaxyBaHHs, OCBiTa uu 0xopoHa 310poB’s) [9]. Crarrero 11 KonBeHiii mpo 3axucT npas
1 TITHOCTI JIFOJWHM OO0 3aCTOCYBaHHS 010JIOTIi Ta MEIUIIMHHA 3a00pOHSETHCS Oyb-sika Gopma
JTUCKpHMiHaMii 0co0H 3a 03HAKOIO i TeHETHUHOI craskoBocTi (CT. 12). Ocoba, siKiit y pe3ynbrari
BTpy4YaHHs OyJI0 HEMPaBOMIpHO 3aBAaHO LIKOJIU, MAa€ TPAaBO Ha CIPaBEAIUBE BiALIKOLYBaHHS Bi/l-
MOBI/IHO JT0O BUMOT Ta MPOLEAYP, BCTAHOBIIEHUX 3akoHOM (cT. 28) [10].

Kpim Toro, y pamkax Exonomiuynoi i comiansnoi pagu OOH (EKOCOP) Oyna npuiinsara
Pesomrontis Big 21 munas 2004 p. «[eHeTHYHA KOHDIACHIIHHICTD 1 HEAUCKPUMIHALISD», Y M. 7 IKOT
IO NIepKaB 3BEPHCHMH 3aKIMK ITOBaYKAaTH IIpaBa JIIOIWHH, OCHOBHI CBOOOMIHW 1 TiJHICTH JIOAEH,
JTOTPUMAaHHS IPUHHATHX HAYKOBUX CTAHIAPTIB Ta STUIHUX HOPM, a TAKOXK 3a00pOHH TUCKPUMiHA-
i1 32 03HAKOIO TEHETUYHUX XapaKTEPUCTUK TPH IIPOBEICHHS TCHOMHHUX JIOCIIIKCHB, IIPOBOIUTH
ix Ha Omaro mronctBy [11, c. 257].

KoHctuTyiero Ykpainu BCTaHOBIICHO, 1110 HE MOXe OyTH MPHBIIICIB 4l 0OMEXEHb 32 Oy/ib-
SKAMU 03HaKaMu (cT. 24). Y m. 2 u. 1 c1. 1 3akony Ykpainu «lIpo 3acaan 3amobiranHs Ta mpoTu-
Jii quckpuMiHaiii B YKpaiHi» HagaeThCsl BU3HAUCHHS AUCKPUMIiHAII, Ie HABOAUTHCS OOLIMPHUI
MepeltiK 03HAK, 32 SIKUMU 0co0a 3a3Ha€ MEeBHUX OOMEKCHb Y BH3HAHHI, peaizallii abo KOpHCTy-
BaHHI MpaBaMu i cBOOoAaMU B Oyab-Kii (opmi, IpH I[bOMY PO YTUCKH 32 FCHCTUYHUMH O3Ha-
KaMu He 3rajgyerbesi. OiHaK, 3aKpiluieHUi nmepelnik He € oOMexkeHuil. Y 3akoHi nependadeHo, 1o
BUITAJIKH JUCKPUMIHAIIIT MOXKITUBI JIUIIIE TOJII, KOJIM TaKe 0OMEXEHHS Ma€ MPaBOMIpHY, 00’ EKTUBHO
OOIpYHTOBaHY METY, CIIOCOOM JOCSATHEHHS SIKOT € HAJCKHUMH Ta HeoOXimuumu [12]. B octan-
HBOMY TBEP/DKCHHI BOAYA€THCS TOM CaMHil MPHHIWIL, IO # Y CIIBBiTHECEHHI MpaBa Ha BUKOPU-
CTaHHS TeHOMHOI iH(OpMaIIii 3 TpaBOM Ha 3aX¥CT IIEPCOHATHHUX JaHUX.

Ha Bigminy Bix VKpa’iHH B 3apyODKHHUX KpaiHax ICHy€ MOTY)KHUH TPaBOBHHA MEXaHi3M
6op0T1>61/1 came 3 TUCKpUMIHAIIEIO 32 TeHeTHYHNMH o3HakaMmu. Hanpukian, y CHIA e nuraHas
CBOTOMHI PO3IIISIAETHCA JIysKe cepiio3HO, 3BAKAIOUH Ha Te, IO € HU3KA BHUIAIKIB TEHETUYHOT JHC-
kpuminamii. Tak, y 2001 p. Kowmicis 3 piBHuX MoxknuBocteil mparesnamryBanas CLLIA (EEOC)
BIIEpIIIE BPETY/IOBalia KOH(IIIKT, Jie Mayia Miclle JUCKPUMIHAIIIS I[bOTO Poay: OyJIo MOoJAaHo MO30B
mpotu komnanii Burlington Northern Santa Fe (BNSF) Railroad 3a TaemMHe TecTyBaHHS CBOiX
CMiBPOOITHUKIB Ha PifKiCHE TEHETUYHE 3aXBOPIOBAHHS (CIaJKOBA HEHpOMaTis 31 CXMIBHICTIO J10
MapajivyHoOro THUCKY). TakuM YMHOM POOOTOAABELb HAMAraBCsl BUSHAYUTH, UM OB’ s3aHa BUCOKA
4acToTa MOBTOPIOBAHUX CTPECOBHUX TPABM Cepejl CliBpOOITHUKIB Ha poOOTI 3 TEHETUHYHUMH OCO-
OmuBocTssMu. CriBpOOITHUKAM, SKUX OIISTHYJIH JIiKapi, HE MOBIJOMIUTH, IO BOHU IPOXOIMIH
caMme TeHETUYHE TECTYBaHHs, a THM, XTO BIIMOBHUBCS BiJl «JOCITIIY», TOTPOXKYBAIU 3BUTEHCHHSIM.
BaxnuBo 3ayBakuTH, 110 3akoHogaBcTBo CIIIA 3a0oponsie momiOHI iHIIIaTHBH pOOOTONABIIIB,
aJDKe TECTyBaHHsI HE TIOB’s3aHi 3 po0OTOr0, a OyIb-sIKi YMOBH IpalleBIaIlTyBaHHs, 3aCHOBaHI Ha
TreHeTUYHIN 1H(QOpMAIT MpaliBHUKA, CTalOTh MPUYNHOK HE3aKOHHOI JMCKPUMIHAIIT 32 03HAKOIO
IHBaMiTHOCTI. [HIIMH MpUKITa: CTpaxoBa KOMIIAHis BIMOBHJIA B CTPaxXyBaHHI XJIOIMYHKY, SKHMA
MaB CIIaJKOBY (JOpMY pO3yMOBO{ BiZICTAIOCTI; COIiasIbHA MPAIiBHALI BTPAaTHIA POOOTY IPOTITOM
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THKHS TTICIIST TOTO, SIK 3rajala, 1o ii MaTy moMepiia BiJl XBOpoOu XaHTIHITOHA Ta MO Yy Hel Oyia
50-BiIcOTKOBa HMOBIPHICTH ii po3BUTKY [13].

Sk Bxe 3a3Ha4anocs, 3akoHoAaBcTBO CIIIA akTHBHO 60peThCst 3 Oy Ib-SIKIMH ITPOSIBAMHU JIUCKPH-
MiHaIlii 3a 1ieto o3Hakoro. 26 mumHs 1990 p. OyB mifnucanuii 3aKOH PO aMEPUKAHIIIB 3 IHBAJITHICTIO
(ADA), meToro SIKOTO € HaJaHHs PIBHUX MOMXIIMBOCTEH JIFONISM 3 OOMEKESHUMH MOXITUBOCTSIMH [ 14].
3 2008 poky mie 3akoH IO HEAUCKpUMiHAIi0 reHeTnyHoi iHpopmManii (GINA), mo 3abopoHse:
(1) muckpUMiHAIIIO HA OCHOBI TEHETHYHOI 1H(popMAaNii Mpo 3asBHUKA, MPAIiBHUKA a00 KOJIUIIHBOTO
NpaliBHUKA; (2) BUKOPUCTAHHS T€HETHMYHOI iH(opMallii B MEIUYHOMY CTpaxyBaHHI Ta 3alHSTOCTI;
(3) BUKOPHCTOBYBATH FeHETUYHY 1H(pOPMALIiIO PO 0COOY MPU NPUUHATTI Ha POOOTY, 3BUILHEHHI, pa-
ICBIAIITYBaHHI a00 PIICHHSX PO TpocyBaHHs 1o ciyx0i. Cenarop Ten Kenneni HazuBaB 1ie «iiep-
[IIMM OCHOBHHMM HOBHM 3aKOHOIPOEKTOM ITPO TPOMAJISTHCHKI TpaBa HOBOTO CTOMITT» [15, c. 422].
GINA Takox 3axHIac TeHETHYHI JaHi WICHIB POAUHN OCOOH — IO YETBEPTOro CTymeHs. [Ipore meit
3aKOH YacTo MiJUIA€ThCsl KPUTHII Yepe3 HECTIPOMOXKHICTD 3aM00IrTH JUCKPUMIHAIIT B TMTAHHSIX CTpa-
XyBaHb JKUTTS, JIOBTOCTPOKOBOTO JIOIJISTY Ta HA BUIAJIOK iHBaJITHOCTI [16, ¢. 1697].

Bararo yBaru miii mpo6aemi MpuIiIsIETHCS HA HOPMATUBHOMY PiBHI B iHITNX KpaiHax. Hanpu-
knaja, 3akoH Kanamu npo reHernyHy Hemuckpuminaiito (Canada’s Genetic Non-Discrimination
Act), mpuitastuii y 2017 p., 3a00poHsi€ BUMarati NpOXOPKCHHS TCHeTHYHNX aHAMI31B Ta BU3HAE
HE3aKOHHOIO JIMCKPUMIHALIIIO Yepe3 BiJIMOBY y 3/1a4i TCHETUYHUX aHaJi3iB Ta/abo iX pe3yibTariB,
AKIIO Taki Oyno orpumano. Y Benukiit Bputanii Bil cTpaxoBUX KOMIIaHilf BUMaraeThCs irHOpy-
BaTU Ta HE BPAXOBYBATU IIPU OLIHIII PU3UKIB Oy/b-IKy reHeTHuHy iH(opmauito. Lle mpaBuio aie
TIJIBKY JI0 Harepe] BU3HauYeHoro po3mipy crpaxoBoi cymu (300 1 500 tuc. QyHTIB CTEpIiHTiB 11
JIOTOBOPIB CTpaxXyBaHHs JKUTTS Ta KPUTHYHIX 3aXBOPIOBAaHb BiNNOBiAHO) [17, c. 47].

Ha ocHOBI HaBeZEHOTO MaTepiaiy, BUHHKAE MOTpeda pO3MITHYTH HE JIUIIIE 3araibHi BITIN3-
HsH1 HITA, mo cTocyroThes aHTUAMCKPUMIHALI, a TOCIIANTH MPABOBE PEryiIoBaHHS THX cdep,
y SKHX JUCKPUMIHAIIISI 32 TCHETUYHUMH O3HAKaMH HaWOUIBIT HMOBIpHA — MepeayciM TPyIoBa Ta
ctepa crpaxyBanHs. [luTaHHIO HEOMyIIEHHS TUCKpUMIHAIIT y cdepi mpari npucBsyeHa ct. 2-1
Kozexkcy 3akoHiB mpo mparfro Ykpainu. Y 4. 2 1i€l cTarTi npsmMo nepeadaueHo, Mo He BBAKAIOThCS
JUCKpUMiHAIi€o ¥ cdepi mparyi BctaHoBIeHI MM KonekcoM Ta iHIIMMHU 3aKOHAMH i, a TaKOXK
0oOMe)KeHHS MpaB MPaIiBHUKIB, IO 3aJIe)KaTh BiJl BIACTHBHUX IEBHOMY BHIY POOIT BUMOT (111010
BiKy, OCBIiTH, CTaHy 30pOB’sl, CTaTi) 4u 0OyMOBJIEHI HEOOXiHICTIO MOCHJICHOTO COILaJbHOTO Ta
MPaBOBOTO 3aXUCTY ACSKUX KaTeropiit oci6 [18]. BuHukae nuTaHHs, Yi 03HAUAE 1€, 1[0 poOOTO1a-
BEIb Ma€ MPaBO 3BUTBHUTH 0CO0Y, AKILO A13HAETHCS PO ME€BHI FTeHETUYHI 0COOIMBOCTI Ha MiACTaBi
TOIIO, IO IIEH MpaIliBHUK TENep HE BIAMOBIJa€ poOOYMM BUMOTAM. 3arajioM BHKIIQJICHHS Ii€l
HOPMH B acIeKTi aHalli3y FeHOMHOI iH(pOpMaIlii TFOIUHYU € IPSIMO MPOTUIC)KHUM IIPHHIIHIIAM, SKi
CIOBIIyFOTh MPOBIJIHI JIepKaBH CBITY Ta MibKHApoaHA criibHOTA. 110 cTOCY€eThCs 3aKOHOJABCTBA
y cepi cTpaxyBaHHs, TO OKpeciieHa poOiieMa YKOIHUM YHHOM HE MOPYIIY€ETHCS B CIICIIaTEHOMY
3akoni Ykpainu «IIpo ctpaxysarss» [19]. Bapro 3ayBaxkutw, mo 3akoH Ne 2391-1X, sxuii Briepiie
Mopyuiye mpooieMy 3aKOHOAABYOTO 3aKPITUICHHS TeHOMHOI iH(opMarlii JIFOJUHU, HE 3aKPIILIToE
MIPUHITUITY 3aXKCTY BiJl IUCKPUMIiHAIlIT 32 TEHETHYHOI 03HAKOIO.

BucHoBku. TakuM 9YMHOM, NpaBO Ha BHKOPHCTaHHS T'€HOMHOI iH(opMamii JIOOWHU Ta
MPaBO Ha 3aXHCT MEPCOHATBHUX JAHUX CITIBBIIHOCATHCS SIK B3a€EMO3JICHKHI: ICHYBaHHSI TIEPIIOTO
€ HEBUIIPABIAHUM 0€3 CyBOpPOro AOTpUMaHHs Apyroro. [IpaBo Ha BUKOpUCTaHHS FeHOMHOI iH(pop-
Mallii JIOMHU HE MOPYIIY€E MPaBO Ha 3aXHCT MEPCOHAIBHUX JaHUX, SKIIO TaKe BUKOPUCTAHHS
YiTKO PEerIaMEeHTOBAaHE 3aKOHOM 13 3aCTOCYBAaHHSM OCHOBOIOJIOKHUX MIKHApOIHO-IIPaBOBUX
nocrtyiariB. HasgBHicTh O1aHKETHUX HOPM, 1[0 CTOCY€ETHCS OOMEXeHHs (DyHIaMEHTaIbHOTO MTpaBa
HA 3aXHCT IePCOHATBHUX JaHUX, B 3aKOHOIABCTBI YKPaiHH, a TAKOXK MEPEKITAJICHHS BiIMOBIIaTb-
HocTi Ha KaGiner MiHicTpiB YkpaiHu B MUTaHHAX MOPSIKY 00OB’SI3KOBOT Ta JIOOPOBUILHOI Jep-
JKpeecTpallii reHoMHo1 iH(opMalliii, 1ocTyIy Ta 00poOIeHHS, MOPAAKY BeaeHHs 0a3u nanux JJHK
Ta MOPSAAKY 30epiraHHs BiAMOBIIHUX JaHUX CYNCPEUYNTh MPUHITUITY 3aKOHHOCTI 0OMEKEHHS Tiep-
COHAJIPHUX JaHNX. BUaaeThcs TOMiT-HIM OOMEKUTH IIMPOKUI CIIEKTP BIIBHOTO TIyMadeHHS 4. 4
cT. 16 3akony Ne 2391-IX nursixom ii JONOBHEHHS: «...1 JIWIIE (SKIIO 11e HEOOXiHO) B iHTepecax
HaIiOHAJIBHOI OE3MeKH, EKOHOMIYHOTO T0OPOOYTY Ta IpaB JIFOIHHI.
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3po0iIeHO BUCHOBOK, IO Y 3aKOHOIABCTBI YKpaiHU MUTAHHIO 3aXKCTY BiJl AMCKpUMIHAIIT 32
TCHETUYHUMH O3HAKAMH MPHIUISIETHCS MAJIO YBaru. Y 3B’s3Ky 3 aKTUBHUM PO3BUTKOM I'€HETHKH,
YKpama norpeOye OHOBJICHHS TIPABOBOTO PETyIItOBaHHS y chepi Hpomml TeHETUYHIN ,I[I/ICKpI/IMl—
Hamii 3 ypaxyBanusam gocsixy CHIA, Kanann, Benukoi EpI/ITaHll y 3B’SI3Ky 3 UMM BapTO 3aKPiMHUTH
B 3akoHi Ne 2391-IX mpuHIUN 3aXUCTY Bijl JUCKpUMIHAII] 32 TCHETUYHOK 03HAKOIO.
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