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TEP3I OJIEHA OJIEKCAH/IPIBHA

KaHOuoam 0pUOUYHUX HAYK, CIMAPWUT 8UKIA0aY Kagdeopu (pinocodil
ma 6ioemuru O0ecbK020 HAUIOHAJILHO20 MEOUYUH020 YHI8ePCUmMmemy

NPEJTUKTUBHA MEJTUTIMHA:
IIPABO HA KOHOIJTEHIINHICTD
1 BAXUCT BUL IUCKPUMIHAIIT

Bucsitieno nmuramHsa 3axXuCTy IIpaBa Ha KOHQIMEHITIHHICTL HIPH
3IIMCHEHH] IIPeJUKATUBHOI MEIUIINHY, 3aKPIIJIEHHS IIHOr0 IIpaBa
Ha HAI[IOHAJBHOMY 1 MIsKHapogHOMY piBHAX. JlocaigKeHo reHeTHYHY
JUCKPHMIHAIII Ta PerjiaMeHTAaIllio 3a00pOHU TAKOI JUCKPHMIHAIILI
HA HAI[IOHAJIBLHOMY, MiskHapogHoMy piBHaX 1 Ha pisai CH/I. IIpoana-
JII30BAHO 3acaay BUPIIIEHHS IIP00JeMU BUKOPUCTAHHS MeHETHYHOI
iHdopmairii B cepl cTpaxyBaHHA y TakuX KpaiHax, ax Beibrid,
Hinepnaunu, [lopryramnis, Beanka Bpuranisa, CIIA, Kanana.

Kniouosi cnosa: IpefUKTUBHA MeIUITMHA, Te€HeTHYHI JaH], KOHMI-
JEeHINNHICTh, TeHeTUYHA JUCKPUMIHAIIS, CTPaXyBaHHI.

lemeTnumi gaHi JA10TH 3MOT'Y 3 JIOCHUTH BHCOKOIO BIPOTITHICTIO TIepeI0aYuTH
MaMOyTHIN CTaH 3J0POB S JIIOIHUHH, 3J0P0BOI Ha MOMEHT 00CTEKeHHs, 1 TOMY
MOKYTH OyTH BUKOPHCTAHI K ITICTABA JJIA JUCKPUMIHAIII TPETIMH CTOPOHAM.
[Inramusa opo 3axucT 0cobMeToCTl, PI3MIHOI Ta IHTEJIEKTYAILHOI HeJOTOPKAaH-
HOCTI JIIOJWHU 32 YMOB IIporpecy 010J10rii, MeauItnHu 1 610X1Mil HEOTHOPa30BO
CTaBaJIO IIPeIMEeTOM PO3TJIAY B H0o1oBiasax ['eHepasbaoro cekperaps OOH [18,
c. 36], BeecBiTHR01 acambiiel 0XOPOHH 30POB 5.

Jleskl acmmekTH IIPaBOBOTO PETYJIIOBAHHA IIPEeIUKTHBHOI MEIUIIHHN BUCBIT-
seni B myoumikarisax B. Baparosa, #K. Jlocce, C. Iamkina, B. Iskescrroi, I'. Jlid-
mrura, C. I[Tamosa, O. Cyxoseesa, H. Xeumess Ta iH.

Mertormo craTTl € aHATI3 IPABOro PeryIlBAHHA IPeIUKTUBHOI MeIUIIMHA
Jyepes JOCIIIKEeHHS Y IIbOMY KOHTEKCTI IIpaBa Ha KOHMIIeHINNHICTD 1 3aXUCT
B1J OUCKPUMIHAIII.

H. B. Xengenb BiZHOCHTE 00 IIMPOKO BU3HAHMX KOMIIOHEHTIB IIpaBa Ha
3II0pOB’S TAKl BUAM Cy0 €KTUBHHUX IIPAB: rapaHTOBAHe IIPABO HA JOCTYII J0 HAITl-
OHAJILHUX CHCTEM OXOPOHH 3I0POB’sI; IIPABO Ha 1H(OPMAIIII IPo PAKTOPH, K1
BILIMBAIOTH HA CTAH 3[0POB’d; IPaBO HA MEINKO-COIIaJbHY JOIOMOIY, BKJIIO-
YAl0UHM IMEePBUHHY MEIUYHY JOIIOMOTY, 3aKpITLJIeH] Ha 3aKOHOJABUYOMY PIBHI
OlIbIIOCTI mepakas [16, c. 185; 17].
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IIpaBo Ha KoHQIAEHIIINHICTS HA HAIIIOHAJIHFHOMY PIBHI 3aKpiILIeHe B CT. 32
Koucruryimii Yrpainu [1], cr. 39-1, 40 OcHoB 3axoHOmaBCTBA Y KpaiHM IIPO 0XO-
poxy 3mopos’s [2].

OCKUTBbKH ITpeTUKATHBHA MEIUITNHA € JIOCUTH HOBOIO T'ajIy33I10 MEIUIINHH,
€IUHOI HOPMATUBHO-IIPABOBOI 0a3H JIJIs BperyIl0BaHHs BIIHOCHH y ITi# cepi
IOKH IO He iCHYE.

Kowmicii Ta koHCY/JIBTATHBHI CTPYKTYPH MISKHAPOIHUX OpraHisalriit mamara-
I0TECSA KOOU(PIKYBATH €TUYHY OIIIHKY M'eHeTHYHNX TECTIB y CBOIX PEKOMEHIAIAX.
Ha mamwmii vac BigmoBigaIbHICTE 3a O0POTHOY 3 T€HETUYHOI JUCKPHUMIHAIIIE 1
3arpo3010 MreHEeTUYHOI KOH(IIeHITIIHOCTI ITOKJIaIeH0 Ha YPS/I JepsKaBH.

3riguo 3 mpuamunom 8 (3axucr ganux) Pexomennarriit R (92) 3 Komirtery
Miuicrpis Pagu €Bpornu 3 reHeTUYHOr0 TeCTYBAHHS 1 CKPUHIHTY, 3 METOIO
OXOPOHU 3J0POB’S IPU TeHETUYHOMY CKPHHIHTY 1 TECTYBaHHI a00 CYIIyTHHOMY
TeHeTUYHOMY KOHCYJIBTYBAHHI II€PCOHAJIBHI BIJOMOCTI MOKYTEL OyTH 310paHi,
00pobJIeH] Ta 30epeskeH] TLIbKY IJIA IILIell MEeIMYHOro 00CIIyroByBaHHS, Jiar-
HOCTUKHU Ta IMPOPIIAKTUKN 3aXBOPIOBAHD, a TAKOK JJIsI JOCTILIKEHb, TICHO
OB’ SI3aHUX 3 IIMMU IUTAHHAMHA [3].

Cr. 7 3araapHoi geKIapalrii Ipo reHoM JIOIUHN Ta Ipasa Jroquan (1997)
3aKpPIILIIOE IPABO HA KOHMIIEHIIIAHICTE FTeHeTHUYHNX JaHUX, SKl CTOCYIOTHCS
JIIOOWHY, 0OCOOMCTICTD SIKOI MOske OyTH BCTAHOBJIEHA, 1 K1 30epiramThbesa abo
HiIIai0ThCSA 00po0Ill B HAYKOBUX 400 OyIb-IKMX 1HINMKUX IILJIAX [4].

Perxomennarii R (92) 3 Komitery MinictpiB Pagu €8pomnu 3 reHeTudHOTO
TECTYBAHHS 1 CKPUHIHTY 3 METOI0 OXOPOHH 30POB ST MICTSITh IIPUHITUAIT ITpode-
CIITHOI TA€EMHMUIIL, 3TIIHO 3 IKKM OCOOM, IK1 3aiMaIOThCS MeHEeTHIHO 1H(Oop-
MAIII€I0, TIOBUHHI TOTPUMYBATHUC MPOoQeciiHuX ITPaBUJI IIOBEIIHKY 1 IIPABUJI,
BCTAHOBJIEHUX HAITIOHAJILHUM 3aKOHOAABCTBOM, CIIPAMOBAHUX HA 3aII00ITaHHS
3JIOBKHBAHHIO TAKOI 1H(MOPMAIIIEIO 1, 30KpeMa, BUKOHYBATH 000B’SI30K JOTPH-
MyBaTHCS CyBOpol KoH(imeniiHocTi. Ocobrcera iHdopMaIis, oTpruMana reHe-
TUYHUM T€CTYBAHHSIM, 3aXUIIAETHCA HA TIH IiACTABI, 10 I 1HII MeIHYH] JaH],
3a MpaBUJIAMH 3aXUCTy MeIUIHUX JaHUX [3].

[Tpuuiun koudIAEHITIHHOCTI MeJUYHOI 1H(opMAaITil € CyBOpUM IIPaBOBUM
000B’A3KOM JIIKAPA 1 MOke OYyTH CKACOBAHMM TLILKU JJIS OysKe 00MeseHOoro
YpcsIa BUHATKIB, a4 caMe 34 JOTPHUMAHHS CYBOPHX IIPABOBUX YMOB (BUMATAE€THCS
a00 JT03BOJIEHO 3aKOHOM 1/ a00 IIicJIsg OTPUMAHHS 3r0oIu IIarfieHTa) [5].

B okpemux BuIrajgKax Hepo3roJIOIIeHHS Pe3yIbTaTiB TeHeTUYHOTO TEeCTY
MOKe 3arpPOMKyBATH KUTTIO ab0 300POB’10 1HIIMKX YJIeHIB ciM’i. 3rigHo 31 cT. 18
JomarroBoro mporokoiry 1o KouBeHIni mmpo mpasa JIIOOUHHA Ta 010MeqUITHIHY,
SIKHI CTOCY€EThCSA TeHeTUYHOTO TeCTYBAHHA ¥ MeaudHuX 1TJIax 2008 p., B TakomMy
BUIIAIKY MAIIIEHTY [IOBUHHA OyTH HaJaHa IoIepe Hs 1H¢opMAariis Ipo SHAYEHHST
pe3yJIbTaTiB TeHeTUYHOI0 TeCTYBAHHS JJIS 4JIeHIB #oro cim’i [6].

[Mpunmun 9 Pexomenpariit R (92) 3 Komitery Minicrpis Pagu €sponu 3
FeHEeTHYHOTO TeCTYBAHHS 1 CKPUHIHTY 3 METOK OXOPOHU 3JI0POB ST TAKOMK 3aKPII-
JII0€, 110 B Pa3l CepH03HOro re HeTHYHOI0 PHU3UKY OJIS 1HIINX YJIEHIB 1M1 CITIT
BpPaxoByBAaTH, BIAIIOBLIHO 10 HAIIOHAJIBHOI'O 3aKOHOJABCTBA TA HPOdeCciiHuIX
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IPAaBUJI ITOBEIIHKY, 1H(POPMYBAHHS YJIEHIB CIM'1 ITPO ITUTAHHS, III0 CTOCYIOTHCS
iX 370pOB’a 200 340POB’S IXHIX MaOyTHIX miTei [3].

KoudimenimiinocTi mpu 0OMIHI JaHUMHA PO FeHOMHU OKPEMUX JIIIeH Heo0-
X1THO JOTPUMYBATHCS TAKOK, BPAXOBYIOUN MOKIUBY JUCKPUMIHAIIIO, OCKLIBKA
JTIO[TH 32 CBOIMHY 010JIOTTYHUMHY MOKJIMBOCTAMHY He PIBHI MisK o000 yepes yHi-
KaJbHICTH TTOeTHAHD BApiaHTIB reHiB [7].

Mosxma BHOKpeMUTH TPU cPePH 3aCTOCYBAHHS TUCKPUMIHAIIHHOTO IIX0/Y:

— cTpaxyBaHHA (3 METOI 3am00IraHHa BeJIUKUX PUIUKIB IJISA CTPAXOBUX
KOMITaHIHA, AK] CIIPUYNHSIIOTH iX BeJIMKI BUILIATH B MaiOyTHBEOMY, 1 «Hecmpa-
BEJIMBOT0 HABAHTAMKEHHS» Ha BCIX 3aCTPAXOBAHUX 1 CTPAaXyBaJIbHUKIB);

— IparleBJIaIITyBaHHST,

— ciMeitHe KUTTSA (TIp¥ BUOODP1 YOJIOBIKA/MPYKUHY a00 TIPH YCUHOBJIEHHI] TITet).

3rigHo 3 OIIUTYBaHHSIMUY, 0JIM3BK0 50% 0e3CHMITOMHMX JII0IeH 31 CXUJIbHI-
CTIO 10 XBOpOoOM XAHTIHITOHA IITaBaINCI TUCKPUMIHAINI B YCIX TPHOX IIepe-
JIYeHHX cepax comiaybHOro sKUuTTI [7].

Perxomenmariii 3 reHeTHYHOr0 CKPUHIHTY 1 F€HETHYHOI'O TECTYBAHHS, 3AIIPO-
moroBanl BOO3 B 1997 p., 3akpiIIO0Th IPUHITAIT 3aXUCTY KOHQIIeHITIHHOCTI
TAKUM YMHOM: Pe3yJIbTATHA TECTIB He IMOBUHHI PO3KPUBATHUCI POOOTOIABIIAM,
CTPaxXOBUM KOMIIAHISM Ta 1HIINM TPETIM CTOPOHAM 0e3 3roauy HaIlieHTa IJIs
HoIepemKeHHs TUCKpuMiHaIii [8].

VY cr. 6 BaranbHol gexsiapaiiil Ipo reHoM JIIIUHA Ta IIpasa Joauaur 1997 p.
3a3HAYEHO, 1110 3 03HAKOI0 TeHeTUYHUX XapaKTePUCTHUK HIXTO He MOKe 3a3Ha-
BATH IUCKPUMIHAIIL, ITLJTI 400 pe3yJIbTaTH SKOI — ITOCATAHHS Ha IpaBa JIIIUHH,
OCHOBHI CBOOO/TH 1 JIFOJICHKY TITHICTD [4].

BaxueT BiA mucKpUMIiHAIGL 3aKpimieHo Ha piBHI opramisamii CoiBapy:xk-
soctl Hesanesxuux Iepsxas Takyum urHOM: Mae OyTH BIOXMIEHO BUKOPUCTAHHS
JaHUX, OTPUMAHUX Y Pe3yJIbTaTl 3aCTOCYBAHHS NeHEeTUYHNX TEXHOJIOTIH, 3 METOI0
JUCKpUMIHAIII B cdepl TPYAOBUX BIIHOCHUH, CTPAXyBaHHS Ta 1HIUX cepax
ssurTeqianbHocTl (ITocranmosa MimkimapiaMeHTCehbKOI acambIIel mepskas — ydac-
auis Cmsapy:xHocTi Hesanmesxuux Jlep:xas No 29-12 «Ilpo pexomernmarii “ITpo
eTHKO-IIPABOBE PEryJII0BAHHSA Ta 0€3MeKy NreHeTHYHUX MEIUUHUX TeXHOJIOTIH
B nep:xaBax — yuacuungx CHII™») [9].

Binmosiguo mo npunmuny 7 Pexomenmarniii R (92) 3 Komitery MinicTpiB
Pagu €Bponu 3 reHeTUYIHOTO TECTYBAHHS 1 CKPUHIHTY, 3 METOI0 OXOPOHH 3]10-
POB’sI CTPaXOBUKHM He TIOBUHHI MATH IIPABO BUMATATH T€HEeTUYHOTO TeCTYBAHHS
a00 3amuTyBaTH pe3yJIbTaTH PAHIIIe IPOBEIEHNUX TECTIB K IIOIePeTHHOI YMOBH
yRJIaJeHHs 400 3MIHU JI0r0OBOPY CTpaxyBaHHSI [3].

OnHak IIpakTHKA OTPUMAHHS JTOCTYIIY 0 II0B SI3aHUX 31 3/I0POB’AM JaHUX,
SK1 30epiralTh CIMEMHMN JIIKAP UM 1HIIN II0CTAYAIFHAKH MEINIHUX IOCIYT a00
MeIWYHI IIeHTPH 34 3TOH0I0 CTPAXOBOI0 3asIBHMKA, 3T1JHO 13 3aKOHOIABCTBOM
JIeAKUX KpaiH, He CYIIepedYnTh I[bOMY 000B’SI3KY MEeIMYHOI KOH(PIIeHITIHHOCTI
MeIUYHUX IPAI[BHUKIB [5].

Kpim Toro, He ciig 3abysatu, 1110 B Hedxknx kpaiunax (Hampuiian, y Opamirii)
TLIBKH IIAIIEHT MOKe IIOBIIOMJIATH BIIIIOBIIHY 1H(OPMAIILIO 31 CBOI'O MeInY-
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HOTO Paiijly CTPaxXOBHUKOBI, OCKIIIBKHY JIIKApeBl He J03BOJISETHCS IIOBLIOMIIATH
CTPaxXOBHKOBI 1HGOPMAIIIIO PO IIAllleHTa HaBiTh 3a Horo arogu [5].

¥V GLIIBIIIOCTI CyYaCHNUX PO3BUHEHMX JEPIKaB MeHeTHYHA UCKPUMIHALIS 3aK0-
HOZAaBY0 oOMeskeHa abo MOBHICTIO 3a00pOHEHA Yepe3 HeBU3HAYEHICTh BILJIUBY
MMOTEHITINHO IIKIIJIMBUX BAPIaHTIB MeHy Ha 37I0pOB’s Jiroauau. beacummrom-
HUH HOCIH TAKMX BAPlaHTIB IIOTPAILISE B TPYILy PHU3UKY, ajle caMa IAaTOJIOT1A Y
HBOT'0 MO3Ke TaK 1 He po3BUHYTHCA. MOosKIMBA MIPUYNHA TAKOI HEBU3HAYEHOCT —
CKJIAJTH] Mepeskl B3aeMOJIII0UNX IMeH1B, YHIKAJIBHI IJIS KOMKHOI JrroquHu [7].

Jlo BupienHsa 1pobjieMy BUKOPUCTAHHS reHeTu4vHol iHdopMmaiii B cdepi
CTpaxyBaHHS y PI3HUX JepsKaBaxX BUKOPUCTOBYIOTHCS PI3HI M1IXO0IH:

1) 3a00poHAa 3aKOHOOABCTBOM;

2) oOMesKeHHSI 3aK0HOIaBCTBOM:

— IS TesIKUX BUJIIB CTPAaXyBaHHS,

— SKIIO CTPAxX0Ba CyMa HUKYA Bl BCTAHOBJIEHOTO PIBHSI;

3) mopaTopiii (oOPOBLILHA YroIa Misk CTPAXOBUKAME He BUKOPHCTOBYBATH
PeHeTHYHI JaHi).

¥V 3akonomaBcTBl Benbrii BuropucTaHo miaxig 3a00poHHN Uepea:

— 3a00poHY BUMATaTH Bl 3asIBHUKIB IIPOUTH MeHETHYHE TeCTyBaAHHS,

— 3abopony BuMaratu a60 BUKOPHUCTOBYBATH I'eHETUYHI pe3yJIbTATH BUIIPO-
OyBaHb (Ha MPAKTHUIN TAKOMX 3a00POHAETHCI TI3HABATHUCS IIPO 1CTOPILIO CiM'T);

— 3abopoHy HamaBATH 3aABHHUKOM 1H(OPMAII0, HABITH SKIIO0 BOHA OyJia
0 Ha 10T0 KOPUCTH;

— PaBO HA HEJOTOPKAHHICTH IPUBATHOIO KUTTSI,;

—  3aXWCT COITIAIBHOI coTigapHocTI (TPOTH TeHeTUYHOI JuckpumMinarii) [10].

3akon mpo meamuHe obcresxenHs Himepnaumis (1997) memMoHCTpye MmMaxig
0OMesKeHHS Ta 3aKPIILTIoE:

— 3abopoHy BEMAraTH BiJ 3adBHHUKIB IIPOMTH FeHETHYHE TECTyBAHHSI;

— 3abopony BuMaratu ab00 BUKOPHUCTOBYBATH T'eHETUYHI pe3yJIbTaTH BUIIPO-
OyBamb, AKIO 3araJibHA CTPAXOBA CyMa HUKYA BlJ] IIEBHOTO IOPOTa;

— TOJIOBHUM HPUHITKIL: JOCTYII JO TAKHUX COITIAJIBHO 3HAUYIIUX 00 €KTIB,
K cTpaxyBaHHA [11].

3axron 12/2005 IlopTyrasii MICTUTEL TAK1 IIOJIOKEHES:

1) BIZHOCHO KOHQIIEHINNHOCTI:

— 0co0u, BIAIOBIIAIbHI 32 00pOOKY 1H(opMATITii IIpo cTaH 37[0POB s, TOBUHHI
BKMBATH BCIX HEOOXITHUX 3aXOIIB JJIA 3aXUCTy KOHMIIEHITIHHOCTI 3 METOTO
3abeameueHHs Oe3MeKH IIPUMIIIEHb Ta 00JIaTHAHHS 1 KOHTPOJIIO JOCTYIIY 0
1H(opMalrii, a TAKOX I 3a0e3leUueHHa BUKOHAHHS 0008’ A3Ky KOHQIIeHIHA-
HOCTI, IIPABHUJI €TUKH 1 IIpodpeciiiHol moBeJiHKN 3 OOKY BclxX (haxiBIiB y cdepl
OXOPOHH 3J0POB’S;

— TeHeTHYHA 1H(OPMAIlisd IIOBUHHA OyTH ITPEeIMETOM 3aKOHOIaBYHX 1 a1Mi-
HICTPATUBHUX 3aX0/1B MIOCHUJIEHOT0 3aXKUCTY 3 TOYKH 30PY JOCTYITY, O€3MeKH Ta
KOHQITeHITIHTHOCTI,;

— BUKOPHCTAHHS MeHeTUYHOI 1H(opMaIrii OyIe BUPIIyBATHCST MisK AIlieH-
TOM 1 #1oro / 1i sikapem, 1 I1e 3a YMOBH JOTPUMAHHS IIPABUJI €TUKH, IIPodecliiHol
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HOBEIIHKN Ta KOHQIIEHINNHOCT], K1 € 000B’A3KOBHMI IJId JIKAPIB Ta 1HIINX
MeIUYHUX IIPAI[BHUKIB;

— mepeOyBaHHS y poOOYMX BIJHOCHHAX ab0 1HIIIOrO THILY BIAHOCHHAX 3
JirapeM abo IHITUM MeIAYHUM IIPAIIIBHUKOM 1 B Oy/Ib-IKOMY 1HIITOMY CEKTOp1
MSJTBHOCTI, B TOMY YHCJI1 CTPAXOBUX KOMITAHISX, TPOpeCciTHUX 0pTraHi3ariax 1
IOCTAYAJILHUKIB TOBAPIB 1 MOCJIYT OyIb-IKOr0 POAY, HEe € BUIPABIAHHAM JJIs
BIIMOBH JOTPHMYBATHCS 30008’ I3aHb KOH(DIAEHIIIIAHOCT], K1 0B I3yI0Th JIiKa-
PpiB 1 Beix 1HIIKX PaxiBINB y cdepl OXOPOHH 3I0POB’S;

— [IPUBATHICTD 1 KOH(QIIEHINNHICT 3aBK AN IOBUHHI OyTH 3a0eaIeveHi,
30epiraHHs 1IeHTHU(IKOBAHOTO MaTeplally CJIiJ YHUKATH, JTOCTYII J0 KOJIEKITii
010JIOTTYHOTO MaTepiaay CJIi] KOHTPOJIOBATH, KIJIBKICTD 0C10, 1110 MAIOTh IIPABO
JOCTyIy 1o Hel, mae OyTu oOMeskeHa, a 11 Oe3lleka MOBUHHA OyTH rapaHTOBAHA,
30KpeMa, 3 TOUKU 30Py BTPATH, 3MIHN YU SHUIICHHST,

—  JOCJITHHKM, BIIIIOBLIAJIBHI 32 JOCIIKEHHS 3Pa3KIB, 10 30epiraThCsa y
0asax maHux 010JIOTIYHMX MAaTEePlaJIiB, IIOBUHHI 3aBKIM IIePEBIPATH, YU IIpaBa
Ta IHTepecH 0ci0, SKUM HAJIeKUTh 010JIOTIYHUHN MaTepiasi, 3aXUIleH] B KOHTeK-
CT1 FeHeTUYHUX BUIIPOOYBAHL, IPOBENEHNX HA IIUX 0c00ax 200 IXHIX poIuvax;
1I1e BKJII0YAE 3aXMCT IXHBOTO IPUBATHOTO KHATTS TA KOHMITEHITIMHOCTI, a TAKOMK
30epeskeHHs 3pasKiB, K1 MOMKYTh OYTH HeOOX1JHI IJIs JIarHOCTUKHN CIMEMHIX
3aXBOPIOBAHb Y MafOyTHBOMY;

2) y cpepl muckpUMIHAILIL:

—  SKOIHIM JIIOOWHI He MOe OyTH 3aBIaHO 30UTKIB, y OyIb-IKOMY BHIIAIKY,
B 3B’SI3KY 3 HASIBHICTIO T€HETUYHOIO 3aXBOPIOBAHHS a00 yepes #oro / ii reHe-
TUYHY CIIAIIIAHY;

— JKOIHA JIIOAWHA He MOKe 3a3HaBaTH AUCKPUMIHAIII, ¥ OyIb-IKOMY
BUIIAKY, B 3B’A3KY 3 pe3yJIbTaTaMU MeHeTHYHOTO J1arHOCTHYHOI0 TeCTy abo
yepes reTepo3UroTHICTD, 0€3CUMIITOMHI, IIPOrHOCTHUYHI 400 IIpeHaATAILH] BUIIPO-
OyBaHHS, B TOMY YHCJIl TAKOMK Tl, IK1 BUKOHYIOTHCS 3 METOI0 OTPUMAaHHs a0o
30epeskeHHa poOOTH, OTPUMAHHS CTPAXYBAHHA HA KUTTS UM 3[0POB’S, OTPH-
MAaHHS JOCTYILY OO OCBITH, a TAKO 3 METOI0 YCHMHOBJIEHHS, UM TO BIJHOCHO
YCUHOBUTEJISA, YU TO YCUHOBJICHOTO;

— JKOIHA JIOJAWHA He MOKe 3a3HaBaTH JUCKPUMIHAIII, B OyIb-sTKOMY
BUMIAOKY, B TOMY, III0 CTOCYeThCs 1oro/ii mpaBa Ha OTPUMAHHSI MEIUYHOTO,
ICHUXOJIOTIYHOr0 TA COI[AJbHOTO 3a0€3IIeYeH s, a TAKOM MeHeTHIHOr0 KOH-
CyJbTYBaHHS, TOMY II0 BiH/BOHA B1IMOBHJIACS B1I IIPOXOIKEHHSI MeHeTHY-
HOT'O TeCTYy;

—  CIpaBeIJIMBHUH 1 PIBHOIPABHUM JOCTYII 10 T€HETHUYHOI0 KOHCYIbTYBAHHS
1 TeHeTUYHOTO TeCTYBAHHS rapaHTyeThCs BCIM 0cobaM; oJHaK MoTpedu Hace-
JICHHS, IKe HaMOLIbIe HOCTPAK A0 BL KOHKPETHOI0 M'e HEeTHYHOI0 3aXBOPIO-
BaHHA 200 3aXBOPIOBAHD, HAJIEKHUM YMHOM 3aXUIIEHI;

3) v cchepil cTpaxyBaHHS:

— CTPaxoBl KOMIIAHIl HEe MOMKYTh BUMATaTHU HPOXOIKEHHS IIPOTHO3HUX
FeHEeTUYHHUX TECTIB 400 BUKOPHUCTOBYBATH Oy/Ib- KM TUII TeHeTUUHNX JAHNX IS
BIJIMOBH Y CTPaxXyBaHHI 400 BCTAHOBJIEHHS OLJIBII BUCOKUX CTPAXOBUX BHECKIB;
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— CTPaxoBl KOMIIAaHII He MOKYTh BUMAaraTH BiJ CBOIX KJIIEHTIB HaJaTH
TeHEeTHUYH] TeCTH 3 MEeTOIO IIITUCAHHS JOT0BOPY CTPaXyBaHHS KUTTA a00 310-
poB’sa a00 I Oy Ob-AKHUX 1HIMHUX I1JIel;

— CTpaxoBl KOMITaHIi He MOKYTh BUKOPHUCTOBYBATH T€HETUYHY 1HPOpMA-
11110, OTPHUMAHY 3a JOIIOMOT0I0 M€ HeTHYHNX TECTIB, IIPOBEICHHUX PaHIIIe Ha IXHIX
KJIIEHTAX, YU TO PEAJIbHUX, UM MOTEHINIMHUX, JJISA IIJIeH ITIHCAHHS JIOTOBOPY
CTPaxyBaHHS JKUTTSA a00 3I0POB’S U IJIS Oy Ob-IKKMX 1HIMNIX I11JIeH;

— CTpaxoBl KOMHOAaHII He MOKYTh BUMaraTu a00 BUKOPUCTOBYBATH T'eHe-
TUYHY 1H(pOopMAaIIiio, OTPUMAHY IIIJISXOM 30MpaHHs Ta peecTpariii BigoMocTei
IIPo icTopifo ciM1 KJIl€HTAa, SIK IACTaBY /IS BIAMOBHU BiJT I IITUCAHHS JTOTOBOPY
CTpaxyBaHHs, JJIS BCTAHOBJIEHHS O1IbII BUCOKUX BHECKIB a00 I Oy Ib-IKUX
1HINMHUX ITJIeH;

4) y cpepi mparieBJIaIITyBAMHHI:

— [paleBJallTYBAHHS HOBUX POOITHUKIB HE MOKE 3aJIeKaTH Bl IIPOIlecy
000pY, 3aCHOBAHOI'0 HA BUMATaHHI 400 IIPOXOIKEeHH] N'eHeTUYHUX TECTIB a00
3a peayJIbTaTaMHU IIOIIEPEIHIX TeHeTHYHNX TECTIB;

— KOMITaHii Ta 1HIIT POOOTOAABII He MOKYTh BUMAraTH, 1100 IX CIriBpo0iT-
HUKY ITOTOIMJINCS HA TeHEeTHYHI TeCTH, 400 IIyOJIKYBATH Pe3yIbTATH IIOIIepeI-
HIX T€eHeTUYHUX TECTIB, HABITH 34 3r0H0I0 IIPAI[IBHUKIB;

— y pa3sl HeOe3IIeuHuX YMOB IIPAlll, SIKIIO ICHye PU3NK KOHKPETHOI Hebes-
HEeKH JIJIs IPAIlIBHUKIB, III0 MAIOTh KOHKPETHE 3aXBOPIOBAHHS 400 CXUJILHICTD,
a00 SIKITIO ICHYe 3arp03a HABKOJIUIITHBOMY CePEIOBHUIILY, ITT0 BIITMBAE HA 3IaTHICTD
MIpaIliBHUKIB 0e3eYHO BUKOHYBATU IIeBHE 3aBIaHH, BIIIIOBIITHA NreHeTUYHA
iHdopMaIiia Moske OyTH BUKOPUCTAHA B iHTepecax MpalliBHUKA 32 YMOBH, IO
MeTa Iriel 1HdgopMalii IoJsarae B 3aXmCTl 340POB’ s JIIOOUHM, oro/ii ocoduerol
Oearexy Ta Oe3MMeKH 1HIINX IIPAIIBHUKIB, 38 YMOBH, III0 TECT IPOBOJUTECS IIICIISI
OTPUMAHHS 1HGOPMOBAHOI 3rOAM IPAINBHUAKA 1 IIICJIA BIAIIOBLIHOTO FreHeTHY-
HOT'0 KOHCYJIbTYBAHHS, 38 YMOBH, 1110 pPe3yJIbTaTH OyIyThb ITOB1JOMJIEH] TIJIbKU
3aITikaBJIeHIN 0c001, a TAKOK 3a YMOBH, 1[0 CUTYAITls IpalleBJIaIITyBaHHS
HPAaIiBHUKA HIKOJIN He HiIIaeThCsI PU3UKY,

5) y cdepl yCHMHOBJIEHHS:

— KOJIHE TeHeTHYHe TeCTyBaHHs a00 OyIb-IKOT0 POy paHille OTpUMaHa
reHeTHYHA 1H(OPMAIIid He MOe OyTH 3amuTaHa a00 BUKOPHUCTOBYBATHCS HJIS
ILJIeM YCUHOBJICHHSI,

— YCTAHOBH 3 YCUHOBJIEHHS a00 Mar0OyTHI OaTbKH HE MOKYTh BUMAaraTHh
HPOXOIKeHHS TeHeTHIHHNX TECTIB 400 BUKOPHCTOBYBATH OyIb-sIKY 1H(pOpPMAIIiio
BIJI ITOIIEPEIHIX TeHEeTUYHUX TECTIB, IPOBEIEHNX HA YCUHOBJIEHUX;

— YCTAaHOBH 3 YCUHOBJIEHHS He MOKYTb BUMAaraTH, 11100 0aTbKH yCHHOB-
JIEHO1 0COOM ITOrOAMJINCSA HA T€HEeTHYHI TECTH, 1 BUKOPUCTOBYBATH OyIb-SIKY
reHeTHYHY 1H(OpMAIIiio, paHilile JOCTYIIHY 010 YCHHOBUTETIB [12].

¥ Benuxkiit Bpuranii cBoto edpextrBHICTh moBes Korkopaat i MopaTtopiit
3 momeHTy 3anpoBaprenHs y 2001 p. Yunwi no 1 mucronaga 2019 p. Korkop-
mat 1 MopaTopiii 3aXUIIATh 1IHTEPECH SIK KJIIEHTA, TAK 1 CTPaX0BHUKA, IILJISIXOM
30epeskeHHs JOCTYHy KJIIEHTA J0 CTPaXyBaHHS 1 pIBHOTO JOCTYIIY CTPAXOBUX
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KoMIIaHi 10 iHpopmarii mpo pusuk. Koaxopaar mepegdavae mpuHITKI, 3T1THO
3 SKWM, 34 BIJICYTHOCTI 1HIIIOI JIOMOBJIEHOCTI, CTPAX0B1 KOMIIAHII IIOBUHHI MaTH
JOCTYII J0 Bclel HeoOX1aHOI iH(opMAaIrii IJI YeCHOTO OI[IHIOBAHHS PU3UKY B
1HTepecax ycix cBOiX kJyieHTiB. MopaTopiil 103BOJIsIE TTAITIEHTAM, STK1 ITPOUIILIN
IIPOTHOCTUYHE M'eHeTUYHE TeCTYBAHHS, 00 OTPUMATH 3HAYHI PIBHI CTPAX0BOI'0
HOKPUTTS, He POSKPUBATHU PE3yJIbTATIB IIHOT0 IIPOrHOCTUYHOIO MeHETHYHOT0
TECTY, 34 BUHATKOM IIPOTHOCTHYHOI'0 M'eHETHYHOI'0 TeCTYBAHHSI Ha XBOPOOy
XaHTIHITOHA JIA cTpaxyBaHHusa sKuTTa moHan £ 500 000 [13].

¥V 2010 p. crBopena OpraHisailid IHIIIIATUBY HOJITUKN 3 IIUTAHB CyI0-
Bol reretruku (Forensic Genetics Policy Initiatives) sik cmisibHa 1HIIIIaTHBA
GeneWatch UK, Privacy International i The Council for Responsible Genetics
JIJIST BIJICTEIKEeHHST 3aKOHOIaBCTBA JIEPIKAB 00 00OMEKeHHsI BUKOPUCTAHHS
reHeTHYHOI 1HQOopMAIIii, a TAKOK PO3’sICHEHHS TOT0, AK MeHEeTHYH] BlJOMOCTI
MOKYTb BUKOPHUCTOBYBATHCS JIJIsI IIOPYIIEHHS IIpaB Joauau [14].

V CIIIA saxucTuTH JII0gei Bl reHeTHYHOI JUCKPUMIHAIII JOoIIoMAaramoTh
HHU3KAa 3aKOHIB de/IepaaIbHOro PiBHSA Ta AHTUAUCKPUMIHAIINHUN aKT TeHeTHY -
Hoi iudopmarri (GINA) ma pisui mrratie. Ocraunii 0ys nputiaatuit B 2008 p.
3 METOI0 3aII00IraHHSI JUCKPUMIHAINIL 3 00Ky MEeIHUIHOr0 CTpaxyBaHHI 1 po0o-
TOHABIIB, aJie BiH He CTOCYeThCS Hl CTPAXyBAHHSA SKUTTS, Hi JOBIOCTPOKOBOTO
CTpaxyBaHH.

[Ticsisa Toro s mocmimxeHHAMY OYJIO IMATBEPAMKEHO, 110 JIIOAN 3 OLILIIOI
HMOBIPHICTIO PO3BUTKY XBOPOOU AJIbIreiiMepa dacTile KyIyoTh JOBIOCTPO-
KOB1 MeuuHi 11oJticu, MeaudHl crpaxoBl kommaHii B CIIIA aminwniu BapTicTsb
JOBIOCTPOKOBOI'0 MEIUUHOIO CTPAXYBAHHS, Y3aJIeKHUBIIIH Ii Bl Fe HeTHYHNIX
daxrTopis, 110 Mo3BOJIeHO 3aKoHomaBcTBoM GINA [14].

GINA mae nB1 vacturu: po3aia I, axuii 3a00poHse FreHeTUYHY JUCKPH-
MIHAIN0 B MEeOIUYIHOMY CTpaxyBaHHi, 1 po3mia I, sxuit 3a60poHsIe reHeTHYHY
JUCKPUMIHAIIIIO0 IPXA IPUHOMI HA POOOTY.

Kawmancoruit mapiament 8 6epesrs 2017 p. mpuiiHAB HOBHI 3aK0H S-201
«3aK0H Ipo MreHeTHYHY HEeIUCKPUMIHAIIION, SKIUI 3a00pOHUB POOOTOLABIIAM
a00 CTPaxXOBUM KOMIIAHIAM AUCKPHUMIHYBATH JIIOJEH HA OCHOBI iX TeHETUYHOI
1HcopMmaIrii.
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Tepau E. A.

npep,VIKTVIBHaﬂ MeaAuUMHaA: npaBo Ha KOH(bVI,QeHLIVIaanOCTb
M 3alimTta oT ANCKpNMUHaUnm

AHaIM3UPYIOTCS BOIIPOCH 3AIUTHI ITpaBa Ha KOH(MUIEHITNATIbHOCTD IIPHU
OCYIIIECTBJIEHUH PEIUKTUBHON MEIUITUHBI, 3aKpeIlJIeHre TaHHOTO IIpaBa Ha
HAITMOHAJIBLHOM U MEJKIYHAPOTHOM YPOBHAX. VccmemoBaH BOIIPOC TeHETHIECKOM
JUCKPUMHUHAIINY U PerJIaMeHTAIINH 3alpeTa TaKoM TUCKPUMUHAIIAYA HA HAIH-
OHAJIFHOM, MeskayHapoHoM ypoBHAX u HA ypoBHe CHI'. [IpoananusupoBassl
TIOJIXOIBI K PEIIeHUIO ITPO0IeMBI UCII0IE30BAHUSA TeHETHUECKON MHPOPMATIUHT
B cpepe cTpaxoBaHUSA B TAKWX cTpaHax, Kak benbrus, Hunepmamaer, [lopty-
ranus, Besmuroopurauus, CIIHA, Kanana.

['eneTnueckre qaHHBIE TO3BOJISIOT C JJOCTATOYHO BBHICOKOIH BEPOSITHOCTHIO
IIpeJicKka3aTh Oy/Iyllee COCTOSHIE 3J0POBbs YeJIOBEKA, 3[J0POBOTO HA MOMEHT
o0cJIe/TOBaHUS, U II0ITOMY MOTYT OBITH HCIIOJIb30BAHBI B KAYECTBe OCHOBAHUM
JIJIsI MTUCKPUMUHAIIAY TPETbUMH cTopoHamu. Bompoc o 3amure JIMYHOCTH,
(pm3uIeCcKoit U MHTEJJIEKTYaJIbHON HEITPUKOCHOBEHHOCTH Y€JIOBEKA B YCJIOBUSX
mporpecca OMOJIOTHH, MEIUITUHEI 1 OMOXUMUY HEOJHOKPATHO CTAHOBUJICS ITPE/I-
MeTOM paccMoTpeHus B morianax ['emepasbroro cekperaps OOH u BeemupHoit
accaM0OJien 3JpaBOOXPaAHEHUS.

[IpaBoBoe perysupoBaHme IPEeIUKTUBHON MEIUIITMHBI paCCMaTPUBAETCS
Yepes HcCIeOBAHNE B TAHHOM KOHTEKCTEe IpaBa Ha KOHQUIEHIINATILHOCTD U
3alIUTy OT JUCKpUMUHATINU. [[0CKOIBKY TpeIUKTUBHAST METUITUHA TBJISIETCS
JIOBOJIBHO HOBOI OTPACJIBI0 MEIUITUHEI, [JIS PeryJIUPOBAHUS OTHOIIEHUN B
3TO¥ 00JIACTH B HACTOSIIEE BPEMsI He CYIIeCTBYeT eUHON HOPMATUBHOU 0a3bl.
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Komuccnu u koHCYJIBTATHBHEIE OPTaHbl MEXKIYHAPOSHEIX OPraHU3aII IBITA-
0TCSA KOTUPUIIIPOBATE dOTHUYECKYIO OIIEHKY M'eHeTHYECKUX TECTOB B CBOUX PEKO-
MeHOaIuax. B HacTosinee BpeMsi 0OTBETCTBEHHOCTE 3a 00PB0Y ¢ reHeTHYEeCKOM
OUCKPUMHAHAIINEH U YTPO30H reHeTHYECKOM KOH(MUICHITNAIbHOCTH BO3JIOMKEeHA
Ha rocyJIapCcTBO.

Kniouesoie ciosa: IpefUKTUBHAS MEIUIIMHA, TeHeTUIYECKUE JAHHBIe, KOH-
dpHuIeHIINAIBFHOCTD, FTeHeTHYUECKAA JUCKPUMUHAIINA, CTPAXOBAHNE,

Terzi O. O.

Predictive Medicine: Right to Confidentiality
and Protection Against Discrimination

This article is devoted to questions of protecting the right to confidentiality
in the implementation of predicative medicine. The article deals with the
consolidation of this right at the national and international level. The
issue of genetic discrimination and the regulation of the prohibition of such
discrimination at the national, international and CIS level was explored. The
approaches to solving the problem of the use of genetic information in the
field of insurance in such countries as Belgium, the Netherlands, Portugal,
the United Kingdom, the USA, Canada are analyzed.

Genetic data makes it possible to predict the future health status of a
healthy person at the time of the survey with a high probability and can
therefore be used as grounds for discrimination in the use of third parties.

The question of the protection of personality, physical and intellectual
integrity of a person in the conditions of the progress of biology, medicine
and biochemistry has repeatedly become the subject of consideration in the
reports of the Secretary-General of the United Nationsand the World Health
Organization.

The purpose of the article is to analyze the right regulation of predictive
medicine through research in this context the right to privacy and protection
against discrimination.

As predicative medicine is a rather new branch of medicine, there is
currently no single regulatory framework for regulation of relations in this area.

Commissions and advisory bodies of international organizationsare trying
to codify the ethical evaluation of genetic tests in their recommendations. At
present, the government is responsible for combating genetic discrimination
and the threat of genetic confidentiality.

Key words: predictive medicine, genetic data, confidentiality, genetic
discrimination, insurance.
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