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Pe3rome

['enetnyeckas nHGoOpMaIus, MOTYYCHHAS B PE3yJIbTaTe TECTUPOBAHMUS YEIOBEKa,
IpeJIcTaBiIsieT co00H IIEeHHOEe OpyIue HAYYHBIX HCCIIeI0BaHUM B 00JIaCTH MEAUIIMHBI U OOPHOBI
C MPECTYNHOCTBIO. BMmecTe ¢ TeM OHa TakXke MOPOXKAaeT ONMACHOCTh OTKPBITh ABEPHU IS
"TeHeTUYEeCKOM TUCKPUMUHALMY ', KOT/Ia JIFO/IIM MOTYT OTKa3aTh B IPU3HAHUU 32 HUMHU I1paB
YeJ0BeKa M OCHOBHBIX CBOOO]I HA OCHOBAaHMM X T€HETHUECKOTO CTpoeHus. Hampumep, Joism,
oOparnaronumcs 3a paboToN WM MEAUIIMHCKONW CTPAXOBKOM, MOKET OBITh OTKa3aHO B TOM Ha
OCHOBAHHYU T€HETHUYECKUX OTKJIOHEHUH, BBISIBIICHHBIX B PE3Y/IbTaTe MEAUIIMHCKUAX TECTOB, TAXKe
€cJIM Takas MH(OPMALINS HE UTPAET ONPEEISIIOIIEH POJIU C TOUKH 3PEHUS OITACHOCTH
3200JIeBaHUS WM HHBATUIHOCTH B OYAYIIIEM, U JAHHOE JIUIIO B MOMEHT OOpPAIEHUS SBISICTCS,
BO3MO>KHO, 3710POBBIM.

B noxnane orMevaercst TpaKTOBKA T€HETUYECKON TUCKPUMUHALIMM B MEXKAYHAPOIHBIX U
BHYTPHUIOCYIapCTBEHHBIX MPABOBBIX JJOKYMEHTaX, B YaCTHOCTH BO BceeoOieii nexnapanuu o
TeHOME YEJIOBEKA M MpaBax uenoBeka U B Mexx1yHapoAHOH AeKiIapalii O FTeHeTHYECKUX

JaHHBIX YCJIOBCKA.

Taxoke BO3HHKAET BOIPOC O MPaBe Ha 3alIUTY KOHOUICHIMAIBHOCTU. XOTS KaXIbIi
YEJIOBEK MOKET BOCIIOIb30BAThCS IUIOAAMH MEIULIMHCKUX UCCIIEI0BAaHUM, IO 3a4aCTyIO HE
XOTST COIVIAIIATHCS HA MIPOBEACHUE TEHETUYECKOT0 TECTUPOBAHMUSI, €CIIM OTCYTCTBYIOT FapaHTUH
B OTHOLIEHHUHU TOT0, KaK Oy/IeT UCII0JIb30BaHa NOJyYeHHas: HHPOpMaIUs.

Kopennsle Hapoabl 1 MHBAJIUABI OCOOEHHO YA3BUMBI C TOUKU 3pEHUSI HET0OPOCOBECTHOTO
HICIOJIL30BAHUS UX I'€HETHUECKOU I/IHCI)OpMaIII/II/I. Yro kacaercs MEPBLIX, TO MOXKHO OITaCaThCA,
YTO Ha OCHOBC I'pyINIOBLIX, @ HC UHANBUAYAJIIbHBIX TCHECTHUYCCKUX BAPUAHTOB MOT'YT 6I>ITI)
caenaHbl HeOOBEeKTUBHBIE 0000MIeHHs. Takke nedaTupyeTcs BOMPOC O MAaTEHTOBAHUH H
KOMMeEpIHUATU3alii TeHETUYECKOro MaTepraia. B OTHOIIEHNN OCIIETHEr0 €CTh OMACHOCTh
3JI0yNOTPEOJICHHS] HAYKOU B IEJISIX OCYIIECTBIECHUS CBOETO PO/ia "MHBATUIHBIX YUCTOK Ha
OCHOBC IMPEAPOAOBBIX TCHETUUCCKUX TECTOB.

B 3axmitouenue coero nokinana CrnenuanbHbli JOKJIAJUUK HACTOSTENIBHO MPU3BIBAET K
YCHJICHHIO KOH(PHICHIIUATBHOCTH, PETYTHPOBAHHIO U/HITH 3aIIPEIICHHI0 BTOPHYHOTO
UCTIOJIB30BAHUS JINYHON T€HETHYECKOH HH(pOpMAINK, HEOOXOJUMOCTH CHEIHAIHLHOTO
3aKOHOJIATENILCTBA U TOCYIapCTBEHHOT0 00pa3oBaHus B 3Toii 001actu. Ha rocymapcTBax JeuT
0053aHHOCTB PA3bICHATH KaK CAMUM HCCJIEI0BATENSIM, TaK U IIUPOKON MyOIMKe, BO3SMOKHOCTH

HCIIOJIb30BaHUS T€HETHYCCKOM I/IH(l)OpMaIII/II/I H €0 NIOTCHIHAJIBHOT'O BO3I[€I\/JICTBI/I$I Ha O6III€CTBO.
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BBenenue

1. B cBoem pemennn 2004/120 ot 21 anpens 2004 roga Komuccus 1mo mpaBaM 4eoBeKa,
npuHuMast K cBefennto pe3osroruio 2003/4 TToaKOMUCCHH 0 TOOIIPEHUIO U 3aIIUTE MTPaB
yenoBeka ot 13 aBrycra 2003 roza, omodpuina pemenne [lonkoMuccuu Ha3HAYUTD

r-xy AHtoaHemny-tOmuio Motok B kauecTBe CrieluaibHOTO JOKIIAUUKA JUISI IPOBEICHUS
WCCJICIOBAHMSI IT0 BOIIPOCY O TIPaBax 4YeJIOBEKa U TEHOME YeJIOBeKa Ha OCHOBE TIOJITOTOBJICHHOTO
eto pabouero goxkymenra (E/CN.4/Sub.2/2003/36). K CrenuanbHoMy JOKIAAUUKY ObliIa
oOpaiiieHa mpock0a MPeICTaBUTh CBOU MpeaBapuTeNbHbBIN JokiIaa [TogkoMuccuu Ha ee
MATBHAECAT IECTOM CECCUU M OKOHYATEIbHBIN T0KIIa1 Komuccnn o npaBaM 4eaoBeKa Ha ee
HIECTHJIECAT NEPBOM ceccuu. HacTosdmmii 1oKIaa NpeIcTaBiIsieTcss B COOTBETCTBUU C ATOM
poCchOOH.

2. CheumanbHbIH JOKIaT4MK HamoMuHaeT o pe3ostoinu 2003/69 Komuccuu, B KOTOpOi
Komuccus npocuna ITonkoMuccuio paccMOTpeTh BO3MOKHOCTD €€ BKJIa/1a B aHAIIN3,
IPOBOAMMBIN MeXTyHapoIHBIM KOMUTETOM I10 OMO3THUKE B MOPSIIKE albHEUIIEr0
ocyiecTBieHus: BeeoOuieil neknapauy 0 reHOMe YeJIOBEKa U IPaBax 4eoBeKa, U MPEICTaBUTh
Komuccun Ha ee mecTbaecsaT nepBoil CECCUU JO0KIIAJ 110 3TOMY BOIIPOCY.

3. B cBoem paszBepHyTOM pabodeM gokyMeHTe CrieluaibHbBIN JOKIAIUUK yKa3ama, 4To
IOCIICIHUEC JOCTUXKCHUSA B 00JIaCTH T'€HETUKHU MmopoanJIn, Kak NpeaACTABIISACTCS, HOBBIC
NPOTHBOPEYHS MEXTy PEIKUMaMHM, CBI3aHHBIMU C 3aKOHO/IATEILCTBOM B 00J1aCTH
3/IpaBOOXPAHEHUS, HHTEIUICKTYATbHONW COOCTBEHHOCTHIO U ITPaBaMH YeJioBeKa. B HacTosIeM
paboueM JOKyMEHTE MPEeANPUHUMAETCS MOMBITKA PACCMOTPETh HEKOTOPBIE U3 ITUX
IPOTUBOPEUUIL 110 YTIIOM 3pEHHUS IIpaB YeIOBEKa U MPUMEHUTEIBHO K YETBIPEM ITPOOIEMaM:
reHOMa YeJIoBeKa KaK BCEOOIIETo JOCTOSIHUS Y€JI0BEUYECTBA;, MaHHUMYIISIUN C TeHAMU YeI0BeKa
" 11paB YCJIIOBCKA, Z[I/ICKpI/IMI/IHaIII/II/I; n HHTGJIJICKTyaJIBHOﬁ COOCTBEHHOCTH U T'€HETHUKH.
KonkpeTtHas 1eb JaHHOTO MPEABAPUTEIHHOTO JOKIaa COCTOMT B PACCMOTPEHUHN BOIIPOCa O
TCeHETHYECKOM TUCKPUMHUHAIIMN, OH Oy/IeT BCECTOPOHHE UCCIICIOBAH B J0KJIa/ie, KOTOPBINA OyaeT
npeacrapiieH KoMHuCccuu Ha €€ CIIeIYIOIIE CECCUH.

l. I'EHETHYECKASA JMCKPUMHUHALIUA - IOIIBITKA OIIPEAEJIEHUA

4.  Ha omm0Oxu B reHax mpuxoautcs npeamnonoxutenbao 3 000-4 000 HaciieICTBEHHBIX
3a00JIeBaHMIA; TEHBI UTPAIOT POJIb B Pa3BUTHUHU paka, Oone3Hel cepaua, nuadera 1 MHOTHX
JIPYTHUX paclpoCTpaHEeHHbIX 3a00seBaHuid. OJIHAKO HE Y KaX/10T0 YeJoBeKa C 1e()eKTUBHBIMU
TeHaMU 3TO OyJIeT MPOSBISATHCS BHEIIHE. PazmuyuHbie GakTOphl OKPYKAIOIIETO MUPA OKa3bIBAIOT
3HAYUTEIHHOE BO3/ICHCTBHE HA 3/I0POBhE YETIOBEKA. DTH (PaKTOPBHI CAMOCTOSATEILHO I Yepe3

onpeneneHHHﬁ I'CH MOT'YyT YCUJIIUTH WK YMCHBIOIUTE OITACHOCTDH 3a00JI1eBaHUS YCIOBEKA.
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JlnarHoctuka octaercs HeTOUHOM u HecoBepiieHHou. [lo nanubiM EBpomneiickoil koMuccuu,
esxerofHo B crpanax Espomneiickoro corosa (EC) nemaercs 6omee 700 000 reHeTHUECKUX TECTOB.
Kak ykasbiBaeTcsi B 0IHOM M3 UCCIIEJIOBAaHUI, TIPOBEACHHOM B EBporie, KOMu4ecTBO OIMOOK MPU
MOJIEKYJISIPHOM TMarHOCTUYECKOM TECTUPOBAHUU U IPYTMX T€HETUYECKUX TECTaX, MPOBOAUMBIX
B MEJIMIIMHCKHX JIaboparopusix, coctasisieT 30%.

5. EOJI€3HI/I, BBI3BIBACMBIC I[G(l)eKTI/IBHBIMI/I I'¢HaMHu, MOXXHO JICUUTH WIN BUAOU3IMCHATH
MmoCcpcaACTBOM TeHHOMU TCpaInu. I'eneTnueckoe TCCTUPOBAHHUEC MOXKET OBITH BECbMA I10JIE3HBIM
i obmecTBa. Kpome Toro, Bo BceM MUpPE MHOXKATCS M PACIIUPSIOTCS OaHKU TeHETHYECKIX
J@AHHBIX . 3a TOCIIE/IHIE HECKOIBKO JIET TAKHe CTpaHsl, Kak Vcnammus, Jlateus, CHuramyp,
Coenunennoe Koponescto BennkoOpuranun u Ceseproit Upnanann u DcToHUS, CO3AIIN
HanmMOHAJIbHBIC 0aHKH r€HETUYECKUX JaHHBIX B LCIAX UCITIOJIBb30BaHUA HAKOIIJICHHBIX 3HAHUH O
T'€HOMC I-IGJIOBGKB,Z. Takue JAaHHBIC TaKKC JAalOT OTBCTHI HA HCKOTOPBLIC BOMIPOCHI - HAIIPpUMED,
YCTaHOBJIEHHE POJICTBA WJIM JIUUYHOCTH HApYIIUTENEH 3aKOHA - KOTOPBbIE HHTEPECYIOT CYAeH NiIn
IIOJINITUIO.

6. T'eHermyeckue JaHHBIC TOBOPAT HaM O MHOTOM, HO, KaK U MHOTHE JAPYTHe aCHEKThI
MPOUCXO/ISIICH TeHEeTUYECKON PEBOJIIOIIMHU, OHU TAK)KE MPECTABISAIOT COO0M UCTOYHUK
OecriokoiicTBa. He upeBaThl 11 OHU TEM, YTO MOKET OTKPBITHCS ITYTh K T€HETUYECKON
JUCKPUMHUHALIMM U YTO OHU CaMH MOT'YT OBbITh MCIIOJIb30BaHbI B LEJSIX, IPOTUBOPEYALIUX
IIpaBaM 4eJI0BEKa U OCHOBHBIM cB0060JaM? ECTh ONacHOCTh CBEICHUS KU3HH YeIOBEKa U
COLIMAJIBHBIX B3aUMOOTHOIIECHUH K UX T€HETHYECKOMY aCIeKTY, 4YTO MOKET IIPUBECTH K
couuanbHOM auckpuMuHanuu. Kak ckazan ¢paniyzckuii sxcnept Akcens Kan nz MactuTyTa
Komena, "ecnu Mbl HE IPOSIBUM OCTOPOKHOCTH, TO CO3/1aJJUM OOIIIECTBO, B KOTOPOM IIpaBa
IEHOB 3aMEHST IIpaBa uejaoBeka . JlocTuykeHus B 0071acTU F€HETUKH MPUBEIN K HOBBIM
IIPEACTABJICHUAM O TUCKPUMHUHALMU. B pe3ysbrare 3TOro JIH0Au, ONacaroIecs NOTCHIMAIBHON
T€HETUYECKON AUCKPUMUHALIMHA, MOTYT BO3JIEPKUBATHCA OT MOJIY4CHHS T€HETUYECKOU

UH(OPMALIUU, KOTOpasi MOXKET ObITh UCTIOIB30BaHA B MHTEPECAaX 3/J0OPOBbS UX CAMHX M UX CEMEH.

7.  Tenermyeckas AMCKpUMHUHALKS O3Ha4YaeT AU depeHnnanio HHIMBHIYYMOB WIH UX
CEMENCTB 110 IPU3HAKY JEHCTBUTEIBHBIX WIN MPEATIOIAracMbIX TEHETUUECKUX PA3IIHMUNNA MEKITY
HUMU (COoLMaNTbHAS TUCKPUMUHALMS), B OTJMYKME OT TUCKPUMHHAIIMY 110 MPU3HAKY HATUYHUS

CHMITTOMOB T€HETHUECKH 06YCIOBICHHOTO 3a00IeBaHMs (MEIMIMHCKAs IHCKPHMHAHALIIS)",

8.  T'enermyeckas AMCKPUMHUHALUS OTIMYAETCS OT TPAJAULIIMOHHON JUCKPUMHUHALIUH TI0
NpU3HAKY 3a00JIeBaHUS TEM, YTO TIepBasi MPEAINOoJIaraeT TMCKPUMHUHAIIMIO TOJIBKO B OTHOIIEHUU
TE€X JIMLI, Y KOTOPBIX BHO OTCYTCTBYIOT CUMIITOMBI HA MOMEHT AUCKPUMUHALIMOHHOTO aKTa.
Taxum 0Opa3oM, reHeTHYeCcKast JUCKPUMHUHAIIMS BKIIOYAeT B ce0s1 OTpUIIaTeNbHbIC PEIICHUS
BOIIPOCA O 3aHATOCTU B OTHOILIEHUH OECCUMIITOMHOTO paOOTHUKA MM O0paIlaromerocs 3a
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paboToii JIHIIa, KOTOPhIE OCHOBBIBAIOTCS HA HATMYHMH Y TAHHOTO JIUIA COOTBETCTBYIOIIETO
TEHETHYECKOTo 3a00JIeBaHHS, KOTOPOE JOJIKHO eIl MPOSIBUTECS . TakuM 06pasoM,
reHeTHYecKas JUCKPUMHHALIUS HE ONpeIesieTCs] TeKYIIUM COCTOSHUEM JaHHOTO JIHIIA;
paboToaTeNb OMUPASTCS Ha PE3yNIbTaThl FTEHETUUECKOTO CKPUHHUHTA MPU pacyeTe pucka
MOTEHIIMATHHON HEPAOOTOCTIOCOOHOCTH M (PUHAHCOBBIX H3J;[ep>1<e1<5. MHor#ue JIfoi1 CUUTAIOT,
YTO UX HC IPHUHAJIA HA pa60Ty HJIN YTO UX YBOJIWJIX BCIICACTBUC pUCKA HACIICACTBCHHBIX
3aboneBaHuii. Jlpyrue Bo3Jep>KUBAIOTCA OT CMEHBI MeCTa PabOTHI U3-3a OMACEHUSI TOTEPSTh
MEIULIUHCKYIO CTPaXOBKY.

9.  OpHoii u3 HanboJEee PacIPOCTPaHEHHBIX (POPM TUCKPUMUHAIIMHU SBISIETCS OTKA3 B
MEAMIMHCKOM CTPaxOBaHUHM Ha OCHOBAHNHU IT'€HETUYECKUX JaHHBIX uenoBeka. CTpaxoBble
KOMITAaHUU COOMPAIOT U MCTIOJIb3YIOT MEJUIIMHCKYIO HH(POPMALIUIO JJIsl TPOTHO3UPOBAHUS PUCKA
3a00J1eBa€MOCTH U CMEPTH JaHHOTO KineHTa. OHU UCNOIb3YIOT 3Ty "UH(POpPMALIUIO O pucke"”
JUISL OLIPEJIEIEHHS] TOTO, KAKUX WHIUBUIYYMOB U KaKUe€ TPYyNIbl OHU OyAyT CTpaxoBaTh U MO
Kakoi 1ieHe. JTa HHPOpMAIMs UTPAeT PELIAIOLIYI0 POJIb IIPU ONPEAETICHUH JOCTYIIA JIIOJEeH K
MEAULMHCKUM YCIIyTraM.

10. Kak 1 B Jpyrux aHAJIOTUIHBIX 00JIACTSAX, TUCKPUMHHAIIAS OCOOEHHO 3aTparuBaet
ySI3BUMBIE TPYIIIbI, TAKUE, KaK )KEHIIUHBI, JETU U KOPEHHBIE HAPObI. JIMCKpUMHHALINS TaKXKe
MMeeT MECTO, KOorJja mpo(eccroHanbHbIe MEAUITUHCKIE PAOOTHUKY COBETYIOT MAIMEHTaM POUTH
MPEAPOIOBOE TUATHOCTHYECKOE TECTUPOBAHUE UJIM COBETYIOT UM HE UMETH AeTer. EcTh citydau
0TKa3a ONEKYHCKHUX YUPEKJICHUN B YCHIHOBIICHUH JIETEH HA OCHOBAHUU N€HETUYECKOMN

XapaKTEPUCTUKHU yCI)IHOBHTeJIel?IG.

[I. TEHETHYECKASA JUCKPUMMWHALMSA B MEXKIYHAPOJHBIX 1
BHYTPEHHUX TOKYMEHTAX

11. B 1997 rony I'enepanpHas kondepenuus Opranuzanun O0bequHeHHbIx Haruit mo
BoIpocaM oOpa3oBanusi, HaykH U KyiapTypsl (FOHECKO) npunsina BeeoOunyro aeknapanuio o
TEHOME UeJIOBEKa U IIpaBax 4enoBeka. B Jlexnmapanun cogepKUTcess HECKOIbKO MOT0XKEHHH,
HaIpaBJICHHBIX Ha HEOMYyIIEHNE TeHETHIECKON TUCKPUMUHAIINY, HAIIPUMED, O MIPaBe KaxI0To
YeJIoBeKa Ha yBaKeHHUE ero/ee JOCTOMHCTBA U IIPaB YeJIOBEKa BHE 3aBUCHMOCTH OT
TeHETUYECKUX XapaKTepucTHK. Kpome Toro, "Takoe JOCTOMHCTBO HEMPETIOKHO 03HAYAET, YTO
JMYHOCTH YEJIOBEKA HE MOYKET CBOJIUTHCS K €0 TeHETHUECKUM XapaKTepUCTUKaM, U TpedyeT
YB2XCHUS €T0 YHHUKAJILHOCTU M HemoBTopuMocTH" (ctathst 2 b)). B [lexnapaun Taxke
3arpenaeTcs AMCKPUMHUHALUS, eI WK PE3YJIbTaThl KOTOPOH MPEACTaBISIOT COO0H
HOCSITaTEIbCTBO HA IIPaBa YelIOBEKA, OCHOBHbBIE CBOOO/IBI U YEIOBEUECKOE JOCTOMHCTBO. B Heil
TaKXe MpeIaraloTcs CTPOTue MpaBuiia TEHETHYECKUX MUCCIIeIOBAaHHA.
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12. TlombITKM 3aIIUTUTh KOHPHUIACHITMATHFHOCTh T€HETHYECKON HH(OPMAITUU TaKKe
MIPEANPUHUMAIOTCS Ha MEXKYHAPOHOM YPOBHE, HAIIPUMEP MTOCPEICTBOM €BPOTICHCKOMN
KonBeHmuu o npaax venoBeka u Onomenuinae 1997 roma. Ota KoHBeHIIHS 3anpemiaeT JTroobie
(GhopMBI JUCKPUMHUHAIIMK B OTHOIIICHUH JIMII 110 TPU3HAKY WX TEHETHYECKOTO HACIICIUs 1
JIOITYCKAaeT MPOBEJACHUE MMPOTHOCTUYECKUX TEHETHUECKUX TECTOB TOIHKO B METUITUHCKUX IIETISX.
B KoHBeHIIMM Tak)Ke YCTaHABIMBAIOTCS MPaBUIIa METUIIMHCKUX UCCIICIOBAHUN U TIPU3HACTCS
MPaBo MaIUeHTa "ObITh OCBEJOMIICHHBIM" O HUX, KaK ¥ IMPABO HE OBITh OCBEIOMIICHHBIM, €CITH

OH/OHA KEJAI0T ATOTO.

13. B pesomrormu 2001/39 o reHeTHuecKoi KOHPHUICHINATLHOCTH ¥ HEIUCKPUMHHAIH
Oxonomuyeckuii U Cornansubiii CoBer Opranmzanuu OoweaunenHbix Harwii (IKOCOC)
HACTOSATEIHHO MPHU3BIBACT TOCYIAPCTBA 00ECIICUNTh, YTOOBI HUKTO HE TTOIBEPTaICs
JTUCKPUMHHAIIUY TI0 MMPU3HAKY T€HETUYECKUX XapaKTEPUCTHK, a TaK)Ke MPUHSAThH HaJUIeKaI1e
MEPBI JIJIs1 HEeTOMYIIEHUS UCIIOIh30BaHUS T€HETUIEeCKONH NH(POPMAITUU B TECTUPOBAHUS TAKUM
00pa3zoM, 9YTOOBI 3TO CTAHOBUJIOCH MPUYMHON TUCKPUMHUHAIIUU WIH OTUYXKICHUS
WHMBUIYYMOB, OCOOCHHO B COITMATIBHON ¥ METUIIMHCKOHN 00JIACTAX, a TAKXKe B 00JIACTH
3aHSTOCTH KaK B TOCYJIapCTBEHHOM, TaK U B YACTHOM CEKTOPE.

14. B oktsa6pe 2003 roga OHECKO omy6imkoBana cBoro MexayHapoaHYO IEKIapaiuio O
FE€HETUYECKUX JIaHHBIX Y€JIOBEKA, MPEACTABISIONIYI0 COOOH HOPMAaTUBHBIN JOKYMEHT, KOTOPBIN
YCTaHABIIMBAET dTHUECKUE IPHUHIIUITBI, PETYIHPYIOIIHe cOop, 00paboTKy, XpaHEHHE U
HCITIOJIB30BAaHUEC I'CHCTUYCCKUX JAaHHBIX YCJIOBCKA. B craTthe 7 B oTHOIIEHUH HCOAOMYIICHUA

JAUCKPUMHMHAIIMM U CTUTMATU3AlMH TOBOPUTCA CIICAYIOLICE:

"a) HeoOX0aMMO BCSYECKH CTPEMHUTHCS K TOMY, YTOOBI TCHETHUECKHE TaHHbBIC U
IPOTEOMHEBIE JTAHHBIE YEJIOBEKa HE UCIIOIBb30BAIHCH B IIETISX, KOTOPHIE HOCAT
JTVCKPUMUHAIIMOHHBIA XapaKTep B CHITy TOTO, YTO OHM HApYIIAOT WM MPUBOMIST K
HapyIIEHHIO [IPaB YeJI0BeKa, OCHOBHBIX CBOOOJI MJIN Y€JIOBEYECKOTO JOCTOMHCTBA
OTJENIFHOTO JINIIA, U YTOOBI OHH HE MCIIOJIB30BAINCH B LIEJSX, BEAYIIUX K

CTUrMaTu3alnu TOro Ujiv MHOTO JIMla, CCMbH, I'PYIIIbI U O6HII/IHI>I.

b) B aToli cBsI3UM Ha/UIeXKAIIEe BHUMAHKE JIOJDKHO YICISAThCS pe3yabTaTaM
T'CHCTUYCCKUX I/ICCJIGL[OBaHI/Iﬁ HOHYHHHI/Iﬁ U IT'€HECTUYCCKUX I/ICCJICZIOBaHI/II\/JI MOI[CJIeﬁ

MOBE/ICHUS U UHTEPIIPETALINH, IOJTYYEHHBIX B UX paMKaxX pe3yabTaToB".

Kak u B cityuae, korjga B JOKyMEHTax, KaCalOLIUXCs [IPaB YEJIOBEKA, JEJIAI0TCS CChUIKU Ha
po4ue "OCHOBaHUS JJIs AMCKPUMHMHALUN ', TpeOyeTcsl yTouHeHHe TosikoBaHus. Llenb
MOJIO’)KEHUH O HEJOMYIIEHUH HEAUCKPUMHUHALIMY - 3alIPETUTh TUCKPUMHUHALINIO, MOCSATAIOIIYI0
Ha [1paBa 4eJI0BeKa, OCHOBHBIE CBOOOBI M JOCTOMHCTBA YEJIOBEKA.
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15. TlonoxeHHst BHYTPEHHETO 3aKOHOIATEIbCTBA, KaCAtOIUECs TeHETHYECKON
KOH(HIEHIIMATBbHOCTH U IUCKPUMMHALIUY, TJIaBHBIM 00pa30M BKJIFOUEHBI B 3aKOHO/1aTEIIbCTBO
6onee obmero xapakrepa. OHM QUTYpUPYIOT B KOHCTUTYILIMOHHOM IIpaBe, B 3aKOHAX,
peryaupyromux coonoieHue npophecCuoHaIbHOW KOH(PHIEHIIMAaIbHOCTH, B pa3padaTbIBaeMbIX
3aKOHax HpOBI/IHIII/Iﬁ B o0JylacTH I/IH(l)OpMaIII/II/I 0 3I0POBLE, 3alIUTHI JAaHHBIX, ITPaB 4C€JIOBCKA, a
TAKXEC YIOJIOBHOTI'O ITpaBa. MHorue u3 3THX 06HII/IX 3aKOHOB I'OTOBUIIMCH 0€3 yuc€Ta pa3BUTUA
reHeTuk. HecMoTpst Ha 3TO, OHM 00Pa3yIOT CYIIECTBEHHYIO, XOTS U HEMOJIHYIO, TPAaBOBYIO
OCHOBY JIJIs1 OOpAIIeHus C IEPCOHATBLHON TeHeTHYeckor nHpopmanueii. B 1o sxe Bpems
IIEpEYCHb 3aKOHOB U 3aKOHOIIPOEKTOB, OTHOCAIINUXCS CIELUAIBHO K TEHETUKE, PACTET B
Pa3BUTHIX CTpaHaX, TJIABHBIM 00pa3oM B TpeX 00JacTAX: CTpaxOBaHHsI, 3aHATOCTH U CyJIeOHOM

7
MEIUIUHEI .

16. HexkoTopsle cTpaHbl, KaK MPECTABIAECTCS, HEOXOTHO MIYT Ha BKIIOUEHHE KOHKPETHBIX
MeEp 3aLIUThl OT TCHETUYECKOW TUCKPUMHUHALMY B 3aKOHOJIaTEIbCTBO O MTPaBax 4eJIOBEKA.
B03M0OHO, UTO O/THOM U3 MIPUYMH TOTO SBJISIETCS TO, YTO OHU MITM HE BUAAT HEOOXOTUMOCTH B
TaKOM T'€HETUYECKH OPUEHTUPOBAHHOM IOJXO/IE€, MM ONACAOTCS MOCIEICTBUN JOOaBICHMUS
elle OJJHOTO OCHOBAHUA JJI TUCKPUMHHALUMYU B CYLIECTBYIOIINE 3aKOHOAATEIIbHBIE, 4 3a4aCTYIO
¥ KOHCTUTYIIHOHHBIE IOKyMEHTHI. Jl[pyrue cTpaHbl BEICKa3aJId 00ECTIOKOEHHOCTD TEM, UTO
IPOBE/ICHUE PA3TMYMs MEXK]ly TeHETUYEeCKOH nH(popMaIren U IpyTuMU OCHOBAHUSIMU TSI
JTVICKPUMUHAIIMY B 3aKOHO/IATENIbCTBE B 00IACTH TPaB YeI0BEKa MOTJIO Obl YCHUIIUTh
TeHETUYECKUH IeTEPMUHU3M: YOeXKIIeHHE, UYTO OCYIIECTBICHHE KOHKPETHON TeHETHYECKOU
MyTallu¥ HOCUT ropasio 6oJiee onpeesiomunii XxapakTep U OKa3blBaeT HEM30exKHOe
BO3/ICHCTBUE HA 37J0POBbE, OJIArOCOCTOSIHUAE U JaKe, B TOTEHIIUAILHOM IUIAHE, HA IOBEICHUE
YeNoBeKa, YeM JIPyriue MEAUIUHCKUE (PaKTOPBI. ITO MOXKET YCUIUTh CTUTMATH3AIHIO U

JTUCKPUMUHAIIMIO U TAKUM 00Pa30M MPUBECTU K MPOTHBOIOIOKHBIM pe3yJILTaTaM8.
[11. TIPABO HA KOHOUJEHIINAJBHOCTD

17. Ob6ecnevyenne KOHGUICHINATBHOCTH PEAIONIAraeT MOYTH MOTHBIN JTMYHBIA KOHTPOJIb 3a
MeIMIUHCKON MH(OPMALUEHl, B CBA3M C YeM BO3HUKAET NMpo0diiemMa, Kak CriocoOCTBOBATh
JOCTH>KEHUIO LIeJIeH MEAULIMHCKOTO IIPOrpecca U yJIydlleHHs 310POBbs JTI0AEH IOCPEICTBOM
UCCIIEIOBAaHUM, KOTOPbIE HEBO3MOXKHBI 0€3 CBOOOIHOTO, XOTS U KOHTPOJIUPYEMOrO, 10CTYyIA K
MEIUIIUHCKONW MH(POPMALIUH, TOCKOIBKY XpaHsIIUeCs KINHIUECKUE HCTOPUH OOJIe3HH U
apXMBHUPOBAHHBIE TKAHU HECKOJIBKUX IMOKOJIEHUH NAIIUEHTOB SBJISIOTCS YHUKAIbHBIM

HCTOYHHUKOM INOJTYYCHUS HOBBIX 3HAHWUH 0 00JIE3HAX U UX JECUECHUH.
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18. PaCHPOCTpaHeHHOC HBIHC COMHCHHUEC OTHOCUTCIIBHO KOH(l)I/I,Z[GHI_II/IaJ'IBHOCTI/I TCHCTUYCCKUX
JaHHBIX ABJEACTCA NPCIITCTBUEM HaA ITYTH ITPOTpeCCa B TCHCTHICCKOM TCCTUPOBAHUH. XpaHCHI/Ie
HH,HHBHHyaHBHOﬁ TeHEeTHYSCKOM I/IH(bOpMaI_II/II/I B 0a3ax JAaHHBIX CTaBHUT BOIIPOC HE TOJIBKO O
MOJINTHKE B 00J1aCTH 3APaBOOXPAHCHUA. VBakeHre HE3aBUCUMOCTH YEJIOBEKA MOYKET OBITh
IMPUHATO 3a OCHOBY apTryMCHTA O TOM, YTO JIFOAHU HE JOJIKHBI MPUHYXKAATHCA K ITOJTYYCHUTO

FEeHETUYECKON MHPOpMALK O HUX CaMHUX.

19. MoxHo ObUTO OBI JaXke CKa3aTh, YTO MALMEHTHI, KAXKABIH U3 KOTOPBIX MOKET
HEIOCPEICTBEHHO BOCIIOIB30BATHCS PE3yIbTaTaMU Hay4YHbIX UCCIIEIOBAHUM, B KOTOPBIX
UCIIOJIb3YETCSI MEIMIIMHCKAs MH(OPMALIKs, HECYT ATHUECKYIO 003aHHOCTh OKa3bIBaTh
COJIeiicTBHE B MMPOBECHUN UCCIIEIOBAHMIA ITyTEM MPEIOCTAaBICHUS B 0a3y JaHHBIX 00 ATOM
OOLIMPHOI KaTErOpUH JIMIL CBEJIEHUI O CBOEM OIIBITE.

20. 3apyuuThbCs COTIIACHEM OT/ACTBHBIX JIIOJICH 3HAUUTEIHHO JIeTUe, YeM COTIIACUEM T'PYIIIIBI
mozeil. Coriacue Ha TECTUPOBAHUE T€HOTHUIIA MOKHO BKJIIOUMTh B HA0Op CTaHIapTU30BaHHbIX
dopM, GUKCHPYIOMIKX coTiacue U OCBOOOXKIEHUE OT OTBETCTBEHHOCTH, KOTOPHIE BBIIAIOTCS
JIOHOPaM KpOBH, NPU TOCIUTAIN3ALINH, a TAK)KE NAI[UEHTaM, KOTOPBIM MIPEANNCAHO
TECTUPOBAHUE WJIM KOTOPBIM IPEJICTOAT XUpyprudeckue onepanuu. OJHAKO MOT'YT BO3HUKHYTh
HEKOTOpPBIE€ BOIPOCHI, HAIIPUMEP, MOXKHO JIM CYUTATh BCEOOBEMITIOIINM COTJIache Ha
UCCJIEJOBaHNE F€HOTHUIIA, IaHHOE MallMEHTOM HaXOSAIIMMCSI, BO3MOXKHO, B TSDKEJIOM COCTOSTHUU
B MOMEHT TE€PBOI rOCTIUTAIN3ALNHI, KOTOPBIH CUUTACTCS TOCTOBEPHO MHPOPMHUPOBAHHBIM WU
paccmaTpuBaeTcs B KaueCTBE J0OpOBOJIbIA, OCOOEHHO €CJIH pedb UJET O HayYHO-
UCCIIEIOBATEIbCKUX MPOEKTaX, KOTOPBIE IaXe elle He OblIn pazpadoransl. U B camom ferne,
corjiacue B OTHOIIEHUH KOHKPETHOTO YK€ CYIIECTBYIOIIET0 HayYHO-UCCIIEA0BATEIbCKOTO
IPOEKTa eIl He 03HAYAeT COTJIachs Ha UCMOJIb30BaHNE TEeHETHUECKOW HHPOPMALIUU B OyTyIIIX
Hay4yHBIX HccieoBaHuax. CoxpaHeHHE aHOHHMMHOCTH 00pa3lioB KPOBU B LIEJSAX 3alIUTHI
JIOHOPOB B TO K€ BPEMs B CYIIIHOCTH JIMIIAET JOHOPOB OCBEJOMJIEHHOCTH O TOM, KaKuM o0pa3om
ux 00pa3Ipl OyIyT UCTIONH30BATHCS B TATIbHEHIIIEM.

21. B cooTrBeTcTBHM ¢ MeXIyHapOIHOH JeKIapalyel 0 TeHeTHUYECKUX JaHHbIX YeloBeKa " 1is
cOOpa reHeTUUECKUX JaHHBIX YeJIOBEKa, MPOTEOMUYECKUX JTaHHBIX Y€IOBEKa NN
Ouoaoruueckux o0pa3LoB ¢ MOMOUIbI0 HHBA3UBHBIX UM HEMHBA3UBHBIX IPOLEAYD, @ TAKXKE IS
UX nocnenyrouiei o00paboTKu, UCTIONb30BaHUS U XpaHeHus, Oy/ib TO rOCyJapCTBEHHBIMU
YUPEKACHUSIMHU WU YaCTHBIMH CTPYKTYPaMHU, HEOOXOIMMO TOIYYUTh MPEABAPUTEIHHOE
CcBOOOJHOE, OCO3HAHHOE U SICHO BBIpayKEHHOE coriacue. OrpaHMYeHUs B OTHOLIEHUH 3TOTO
NPUHITUIIA MOTYT YCTaHABIUBAThCS BO BHYTPEHHEM IIPaBe, HE MPOTUBOpEYAIEM
MEXIyHAPOAHOMY TpaBy B 00J1aCTH MpaB YeIOBEKa, JHUIIb 10 BECKUM npuunHam” (ctaThs 8 a)).
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22. bonee TOro, HEOCTATOYHO JIUIIb TIOJTYYUTh COTJIACHE MTOTEHIIMATBHOTO YYaCTHUKA
WCCIIEJOBAHHS; JUISI TOTO YTOOBI €r0 COTJIacHe CUNUTAIIOCH ICHCTBUTEIBHBIM, COOTBETCTBYIOIIEE
JIMIO JOJDKHO OBITH HH(POPMHUPOBAHO O MOCIECTBUSAX €0 ydacTHs. XOTS UAYT HEKOTOpPbIE
CIIOpPHI B OTHOIIEHHH TOYHOTO 00beMa HH(POPMAIMHU, KOTOPBIH JOJKEH OBITh IPEI0CTaBICH
NOTEHIMATLHOMY O0BEKTY HCCIEeIOBAHMUS, IJIsl TOTO YTOOBI corjlacue ObUIO OCO3HAHHBIM U
JeCTBUTENBHBIM, BCE CYMTAIOT, YTO YYACTHUK JOJDKEH OBITH JIOCTATOYHO XOPOIIIO
uHpopMHpoBaH. MHave NoTeHIMaIbHbIE 0OBEKTHI UCCIETOBAHMS HE 10 KOHIIA OCO3HAIOT HA YTO
OHU JIaloT cornacue. B Mcnanauu, HanpuMep, IpaBuiia MOJyYEeHUs coryiacus Ha 00paboTKy
NepCOHANBHBIX AaHHBIX, MpuHATHIE B 2001 roy, mpeaycMaTpuBaroT, 4TO MAUEHT JOJDKEH OBITh
UH(POPMHUPOBAH B IMCbBMEHHOM BHJIE O €] MPOEKTa, METO/IaX OCYIECTBICHUS MPOEKTA,
CBEJICHUSX, KaCAIOLIUXCsl OE30I1aCHOCTH, O TOM, KOT/1a IIEPCOHAJIbHBIE JaHHbIE OYAyT
YHUYTOKEHBI, a TAK)KE KaK ¥ TJIe peJocTaBieHHas nHpopMaIust OyIeT UCTI0Ib30BaAThCS.

23. OTHOCACH K KaTerOpUH MEIUIIMHCKOM nH(pOpMaInH, reHeThndeckas HHPopMalus UMeeT
YyBCTBUTEIBHBIN XapaKTep, MOCKOIbKY TeHETHUECKUI CKPUHIHT 1 MOHUTOPHUHT B OOJIbIIEH
CTETIEHU PACKPHIBAIOT MEPCOHATBLHYIO HHPOPMAIIHIO, YEM JIPYTHE BUIABI METUIITHCKOTO
HaOJI0/ICHNs, TeHETHUEeCKOe HapyIIeHHE COIPOBOXK/IAeT YeJIOBeKa BCIO ero/ee KH3Hb.
l'ocynapcTBam ciemyer UMETh IPSMbIE CPECTBA 3AIUTHI MAIUEHTOB OT
HECAHKIIMOHMPOBAHHOTO PACKPBITUS TeHETUYECKON HH(POPMAIUH, BKIFOYast MEAUIINHCKYIO
uHpopmanuio. Cpeau Ipyrux Mep, HEOOXOIUMBIX IS HeIOMYIEHUS] TeHETUYECKOM
JTVCKPUMUHAIINH, CTIeyeT Ha3BaTh 3aKOHOIATENILCTBO U IMOJUTUKY B 00JIACTH 3AIIUTHI
KOH(HICHIMATBHOCTH MEMITHHCKOM HE(OpMALIIL®.

V. 3AHATOCTb U CTPAXOBAHUE

24. TakuMm 00pazoM, CAEP>KaHHOCTB JIFOJIEH B OTHOIIEHNH TeHETHYECKOTO TECTHPOBAHUS
CTPaxoBIIMKAaMH ITPOUCTEKAET U3 TOHUMAHHUS TOTO, YTO AUCKPUMHHALIAS CO CTOPOHBI
CTPaxXOBIIMKOB IPEICTABISIET COOOH JIUIIH OCTpHE 00JIee MHUPOKOH eBreHMYECKON TeH ICHITHH,
KOTOpasi, BO3MOYKHO, BO30OHOBJISIETCSI BMECTE C HOBBIM MOJBEMOM B 00J1aCTH F€HETHKHU.
WccnenoBanus B pa3BUBAIOLIUXCS CTPaHaX MOKa3bIBAIOT, YTO 3HAYUTENIbHAS YaCTh JIOACH
T€HETUYECKMMHU HapYIIEHUSMH B UX CEMbSIX IIOJIBEPTraeTcsl JUCKPUMHUHALIUU CO CTOPOHBI

CTPaxOBIIUKOB.
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25. Hcnonbp30BaHHE T€HETUKU CTPAXOBIIMKAMH B KOHKYPEHTHBIX LIESIX MPHUBENIO OB, IO BCEH
BEPOATHOCTH, HAITPUMEP, K YHUUTOKEHHUIO CYIIECTBYIONIEH CHCTEMbI 00beIMHEHUS TO3UTUBHBIX
Y HeTaTUBHBIX PUCKOB. CTpaxXOBIIMKHU yXe YCTaHABIMBAIOT OoJiee HU3KHE IPEMHH JTUIaM,
KOTOPBIE CUUTAIOTCS 3I0POBBIMH; TPHU JTOBEIACHUH O KPafHOCTH, ITO MOTJIO ObI MPUBECTH K
BBIJICJICHUIO ' TEHETUYECKOTO MOJKIIacca” JoJIel, KOTOpble HE MOTYT UMETh JOCTYH K
CTPaxOBAaHMIO U K 3aBUCSIIUM OT HETO COLIMAJIbHBIM 0JiaraM, TaKuM, Kak MOJTy4eHUEe UTTOTEYHOTO
KpeauTa.

26. Taxke cooOmraercs o Cirydasix IUCKPUMHHAIIMY CO CTOPOHBI paboToaTeNeH.
Tpynsmuecs, paboToAaTeNN U TPETHU CTOPOHBI MOTYT OBITH 3aMHTEPECOBAHBI B TIOJTYYECHUHU
TreHeTUYEeCKO NHpopMaly, cCOOpaHHON CUCTEMOH 37]paBOOXPAHEHMsI B X0/1€ CKPUHHMHTA WIIN
MOHHUTOPHHTA Ha pabodyeM mecte. Tpyasummcs 3Ta nHGOpMaIHs He00X0AUMA ISl IPUHSTUS
peleHuit B cepe 3aHATOCTH WM MEAUIIMHCKOTO 00CTyXuBaHusi. PaboTogareny HCnoab3yoT
3Ty UH(POPMALIUIO ITPU OLIEHKE CLIOCOOHOCTH paOOTHUKA BBINOJIHUTH TOPYUYEHHYIO padoTy.
Jlpyrue cTOpoHBI, Takue, Kak Mpo(COr03bl, XOTEIH ObI UMETH BO3MOXXHOCTH IOJIYYUTh

. 1
MH(OPMALIHIO JUTs 00eCIIeueH s 00Me Ge30MaCHOCTH paGodmX MecT .

27. HeobOxoauMmo caenath Tak, 9TOOBI MprUeM Ha paboTy UM YBOJIBHCHHE YEJIOBEKa HAa OCHOBE
TeHEeTHYECKOH nH(popMay paboToIaTeNsIMH, aTeHTCTBAMU TI0 TPYIOYCTPOHUCTBY,
OopraHu3alusaMU 110 BOIIpoCaM Tpyda U y‘-I€6HI>IMI/I nmporpamMmmMamMiu CHUTAJIUCh HEC3AKOHHBIMHU.
Onu He MOT'YT YCTaHABJIMBATh TPYAAIIHUMCA JIUIHBIC KOMIICHCAIIUW, CPOKH, YCIIOBUSA UIIHU
NPUBUJIETUH B c(epe 3aHATOCTH B 3aBUCUMOCTH OT reHeTndeckoi nadopmaruu. bornee Toro,
UM HECJIbB34 UCIIOJIB30BATh TCHCTUYCCKYIO I/IH(bOpMaIII/HO AJId OrpaHUYCHUSA, pa3aACICHUS NI
00BbEeTMHEHNS TPYIAIIUXCS KAaKUM-THO0 00pa3oM, €CIi 3TO JIIIAET UX COOTBETCTBYIOIINX

BO3MOKHOCTEH.

28. Jlaxxe B ciyyasix, KOTia TeHETHYECKUE YCIIYTH TPEAOCTaBIsET paboToAaTeNb, JOCTYI K
WH/IMBUYaJIbHO YCTaHABIMBAEMOW HH(POPMAIINH, TTIOTYYEHHON B pe3yIbTaTe ITUX
TeHETUYECKUX YCIYT, TOJKHBI UMETh TOJILKO TPYISIIANCS U €r0 WU €€ JIeHaIHii
npodeccuoHaTbHBIN MEUIIMHCKUN paboTHHK. [IpodeccnonanbHble MEAUIIMHCKHE PAOOTHUKH
JIOJKHBI IIPEJJOCTABIIATH TeHETHUECKYI0 HH(OpManHio paboTOAaTENIO TOJIBKO B 00IIEM BUIE, HE
JIOTTYCKAOIIEM pa3TJIallieHus TIMYHOCTA KOHKPETHBIX TPYISIIHXCS.

29. Ecnu paboronaTens, areHTCTBO 0 TPYAOYCTPOICTBY, OpraHU3anys o BOIpocaM Tpyaa
WJIM COBMECTHBI KOMUTET TPYASAIIMXCSA U aIMUHUCTPALIUY PACTIONAraloT TeHETHYECKON
uHpOpManuel, To ¢ Hel cieayeT o0pamaThCst Kak ¢ 4acThI0 KOH(PHUISHIIHATILHONH HCTOPUH
00JIE3HU M OHA JI0JKHA XPAaHUTHCS B OTAEIBHBIX MEAUIIMHCKUX Aocke. Kpome Toro,
TeHETHYECKYIO MH(OPMAIMIO HEJIb351 PaCKPBIBATh, €CIIM Ha ATOT CYET HE MOCTYIHT MPOockha
CaMoro TPYJSIIEToCs UM PELICHUE Cy/Ia.
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V. VYSA3BUMBIE I'PYIIIbI
Kopennbie Hapoabl

30. "Vuensie roBopsrt npocro: JHK. Jlns unpeiina ato He nmpocto JIHK, a gacts genorexa,
OHa SIBJIIETCS CBSIIIEHHON M UMEIOIEeH TITyOOKHUI PeUrHO3HbIN cMbIca. OHa SBISIETCS YaCThIO
cyTu 4enoBeka. [[is1 Hac ar00ast yacTh HAILLIEro OpraHu3Ma SIBISIeTCS cesimenHoi" . TeHsI
HEKOTOPBIX KOPEHHBIX HAPO/0B MIPEICTABISIOT OCOOBII HHTEPEC [l HCCIIeA0BaTENEH,
MOCKOJIBKY UX OTHOCUTEIIbHASL OJTHOPOAHOCTh 00JIEr4aeT MOUCK COOTHOIIEHUH MEXIY
cnenn(uyecKuMU TeHaMH U peHoTUnYecKuMu npusHakamu. B 90-x rogax B pamkax [Ipoexra
U3y4eHHs] MHOT0OOpa3usi TEHOMOB UYelIoBeKa Oblla MPEANPHHATA ITONBITKA COOpaTh

oOpa3uel JJHK, B3STHIX U151 3TOM LI€M Y COTEH IpyII KOPEHHOTo HaceneHus. Brnocnencrsun
3TOT NMPOEKT ObLT pachOPMHUPOBAH, OJHAKO KOPEHHBIE HAPOIBI 10 CUX TIOP SBISIFOTCS MPEIMETOM
TeHETUYECKUX HccieoBaHuil. MX 6ecroKkoaT BOIPOCH MATEHTOBAHUS M KOMMEPIUAIN3AUT
UH(OPMALINH, U3BIICYEHHON U3 ATUX 00pa3I0B, OTCYTCTBHS B MTOJHON Mepe HH()OPMUPOBAHHOTO
COTJIACHsI MHOTHX U3 TEX JIIOJIEH, Y KOTOPBIX OBUIH B3SITHI 00pa3Iibl, MOTCHINAIBHOM
TeHETUYECKON TUCKPUMHUHALIMY Ha OCHOBE MJCHTU(UIIMPOBAHHBIX TPYNIIOBBIX PA3IUUUN U
HecOaTaHCUPOBAHHOTO BBIJEJIEHUS TOCYJapCTBEHHBIX CPEACTB Ha TEHETUYECKUE HAYUHbIE
UCCIIEIOBaHMS, @ HE Ha HEMOCPEICTBEHHYIO METUIIMHCKYIO TIOMOIIb M MTPOPHIAKTHIECKHE

IIPOrpaMMBlI.

31. TIlIpoGiiema 31€ech 3aKIIOYAETCS B HEMPABOMEPHOM 3aMEIIEHUH IPYNIIOBON UICHTHYHOCTH
VHAUBUAYAJINCTUYECKON HIEHTUYHOCThIO, KOTOPasi MOKET HE HAXOJAUTh OTPAKEHUS B IPYTUX
KyJIbTypax. MHOTHE KyJIbTYpbl HCXOAST U3 UHOTO IOHUMAaHUS POJIM HHAUBUAYYMAa B OOIIECTBE.
Urnopupys noxenannus KOHKPETHOW IPyNIbI U Jieasi CTaBKy TOJIBKO HAa MHIWBHIYYMOB,
MCCJIEIOBATEIH IPUHUKAIOT aBTOPUTET IPYNIbl B IPUHITUN 003aTEIbHBIX PELICHU B
OTHOIIEHUH CBOMX WIEHOB. DJTO HApyILIAEeT MOJOKEHUE NMpoekTa Jlexnapanunu o npasax
KOpeHHbIX HapoJoB Opranuzanuu O0bennHeHHbIx Hamuii, moapeiBaer nmpaBo Ha
CaMOOIIPEIETICHUE U KYJIBTYPHYIO HE3aBUCUMOCTh. Heo0xo1MMo 0XBaThIBaTh BCE YPOBHU
JTAHHOM T'PYyMNIIbI B JOCTHXKEHUH COTJIacHs TaKUM 00pa3oM, YTOOBI 3TO OTBEYAJIO €€ KYJIbTYPHBIM

12
HOpMaMm ™.

32. HecmoTpst Ha TOBBIIICHHBIE MEPHI 3aIIUTHI, MeXTyHapOJHBIN MPOEKT KaPTUPOBAHUS
ramtorunos (HapM ap)13 BCE €lIe HE 3aCTPaXxOBaH OT UCIIOJIB30BAHUs HE 110 HA3HAYEHUI0. TOoT
(axT, 9YTO 3TOT MPOEKT OCYIIECTBISIETCS IO STUI0U TOCYAAPCTBA, CHSIT BOTIPOCHI
WH/IMBUIYaIbHOM COOCTBEHHOCTH M KOMMEPIIMAIU3AliH, OJJHAKO HEOTPAHUYECHHBINA JOCTYT K
0a3e JaHHBIX IPOEKTA CO3/1a€T BO3MOXKHOCTb AJIs 310ynoTpeOneHnit. IIpoekT kapTupoBaHus
rarIOTUIIOB HE MOXKET J1aTh TApaHTHH, YTO OOLIECTBEHHOCTh MPAaBUIILHO UCTOJKYET PE3YJIbTaThI

HCCIICAOBAHUA U HE CBAKET HETaTUBHBIC B €€ ITIOHMMAHUU PE3YJILTAThI C ONPCACICHHBIMHU
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rpynnamu. Jlo Tex mop moka He O0yayT pazpaboTaHbl MEPHI PEryIHPOBAaHUS MO TPUMEHEHHUIO
COOTBETCTBYIOIIUX CAHKIUH, TaKHe IPYMIBI U OTAENbHbIE TUIA 3TUX TPYII OYAYT OCTaBaThCs
HE3alUIIEHHBIMH OT TUCKPUMUHAIINK U COIIMATILHON MapTrUHaIN3aIiH.

33. OueHp Mayo MCCIETOBAHNN TEHETHYECKOTO Pa3HOOOPa3Hs MOCBAIIAETCS 3A0POBBIO
KOPCHHBIX HApOJ0B. B PA3JIMYHBIX I'PpyHIiax HACCICHUS NPCAIOJIOKUTCIBHO OJUH U TOT KEC
CUHAPOM, HAITPpUMEDP HHCYHHHOHGS&BHCHMBIﬁ CaxaprIfI I[I/Ia6eT, MOXKET BbI3bIBATHCS
pPa3TUYHBIMU T€HAMHU. DTO 03HAYaeT, YTO UCCIICIOBAaHUE pa3HOOOpa3us MOKET UTPaTh BEChbMa
Ba)XHYIO pOJIb B 0OecrieueHnH 3(pPeKTUBHOCTH METO/I0B TEPANUU B PA3IHMUHBIX TPYIIIIaX
HaceleHus. Ele ojjHa peayibHasi ONTAaCHOCTH 3aKIIF0YAeTCs B TOM, YTO B HAYYHBIX
UCCJICIOBAHMSIX HE OyIyT GUTYpUPOBATH FreHETHYECKHE Oa3bl 3a001€BAEMOCTH B OTHOCUTEILHO

HN30JIMPOBAHHBIX TPAAUIIMOHHBIX O6IIII/IHaX .

34. TIlpu GernoM 3HAKOMCTBE C IJTaHaMU Ha Oyayliee KpYIMHbBIX (hapMaKOr€HOMHBIX KOMITAHUH
BUIHO, YTO YacCTh UX pabOTHI KacaeTcsi KOHKPETHBIX 3a00JIeBaHUi KOPEHHBIX HAPOJIOB, TAKHX,
Kak auadet u octeonopo3. Camble nocieanue GpapMakOreHOMHbIE HAyUHBIE HCCIICIOBAHUS
MIOCBSIIIIEHBI paKy, aCTME U aJUIEPTUH, CEPIEYHO-COCYAUCTHIM 3a00I€BaHUAM U TaKUM
HEpPBHOJIET€HEPATUBHBIM 3a001eBaHusM, Kak Oone3nu [lapkuHcona u AnpbureiiMepa. OcHOBHOM
3a/1a4eil 1sl KOpEHHBIX HAPOJIOB B MPECTOALIUE I'0/IbI I0JIKHO OBITH 00ECIIeYeHHEe yueTa B
(apMaKOreHOMHBIX HaYYHBIX HCCIIEJOBAHUSAX MOTPEOHOCTEH reHETUYECKH PA3INYHbIX, HO
MaprUHAIH3UPOBAHHBIX OOIIECTB, C TEM YTOOBI OHM B TIOJHOM Mepe BOCTIOIB30BAIHCh TUIO/IaMH,
KOTOpBIE HECYT ¢ 000 HOBBIE MEUIIMHCKIE TEXHOJIOTHH, a HE OCTaBAJIMCh Ha 000YNHE

o 14
aKaICMHUYCCKUX HCCIICJOBAaHNU B 00JIaCTH TE€HETUKH .

35. B oTHOIIEHNU COBMECTHOTO UCIOIB30BaHUA Oy1ar MexxayHapoaHas TeKIaparus o
TeHETUYECKUX JTAHHBIX YeJIOBEKa MPeyCMaTpUBAET, 4To "0Jara, CBI3aHHbIE C HCIIOJIb30BaHUEM
TeHETUYECKUX JTAaHHBIX YeJIOBEKa, IPOTEOMUYECKHX JaHHBIX YEJIOBEKa U OMOJIOTUIECKUX
00pa310B, COOpaHHBIX B MEIUIIMHCKHUX WM HAYYHBIX LIEJIAX, CIEAYET UCII0Ib30BaTh BMECTE CO
BCEM OOIIECTBOM U MEXTyHAPOIAHBIM COOOMIECTBOM'. BBITOBI ONPEEINAIOTCS B IIUPOKOM
IUTAHE U BKJIIOYAIOT, CPEIU MPOYEro:

") CIEUATBHYIO TOMOIIb JIUIIAM HJIH TPYIIIaM, YYaCTBOBABIIMM B HCCIICIOBAHHSX;
i) JOCTYT K METUIIUHCKOH TTOMOIIIH;
i) o0ecrieyeHne Npea0CTaBICHUS HOBBIX THarHOCTUYECKUX CPEJICTB, BO3ZMOKHOCTEH

AJI1 HOBBIX METOJIOB JICHCHUA UJIN JICKAPCTBCHHBIX CPECACTB, pa3pa60TaHHI,1x B
pe3yJibTaTe UCCICIOBAHUM;
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iv) MO/JICPKKY CITYXKO 37paBOOXpPaHEHHUS,
V) YKPCIUVICHUC ITOTCHIIUAJIA B o0macTu IMPpOBCACHUA HCCHGHOBaHHﬁ;
Vi) CO3/1aHME U YKpEIUIEHHE MTOTEHIINaja pa3BUBAIOIINXCs CTpaH B o0jacTu coopa u

00pabOTKN FeHETUYECKUX JJAaHHBIX YEJIOBEKa C yUeTOM UX KOHKPETHBIX MPo0dIIeM;

Vii) JTr00bIe IPyTUe BBHITO/BI, HE POTUBOPEYAIIIE TPUHITUIIAM, U3JI0KEHHBIM B
HacTosimien Jlexkmapanuu'”.

36. IloctosHHBIN (OpYM IO BOIIPOCaM KOPEHHBIX HAPOIOB MPEIIOKMI TeMy " 3HaHUS
KOPEHHBIX HapoaoB" B KadecTBe TeMbl cBoei ceccuu B 2005 roy ¢ 1esbio MpuBiIeYs BHUMaHUE
K HEOOXOIMMOCTH 3aIUTHI CBSI3aHHBIX C MCIIOJIb30BAaHHEM T€HETHUECKUX PECYPCOB MIPaB
KOPEHHBIX HapOJI0B Ha CBOOOTHOE, IPeABAPUTEIIbHOE U HH(OPMUPOBAHHOE COTJIacCHE HA
UCTIOJIb30BaHUE HAKOIUIEHHBIX STHMHU HapoJIaMH 3HAHWUH, HOBAaTOPCKHUX MJEH U MPAKTUKHU, KaK
TPaIUIIMOHHBIX, TAK U COBPEMEHHBIX, BKJIIOYAs KYJIbTYPHBIE JOCTIKEHHS, (POPMBI

XYI0KECTBEHHOT'O BBIPAXKEHUS.
HNuBaananl

37. Kaxzplit ron mporpecc HayKu 0 TeHOME YeJI0BEKa MOPOXKAAET HOBBIE ApaOKChl, KOTOPhIE
Heo0X0uMO pemath. PoauTenu-uHBaInu/bl, yYUTHIBAsi HOBbIE TECTHI IO TEHETUUECKOMY
CKPHHHUHTY, KOTOPBIE CTAHOBSITCS BCE 00Jiee JOCTYIMHBIMHU, T0OMBAIOTCS TENeph MpaBa peliaTh
HE UMETh JIeTeH-UHBATUAOB. PoanTeNN 3asSBISIFOT O TOM, YTO UM JIOJDKHO OBITh Pa3perieHo
"BbIOMpaTh" neTel OobIIe MOX0KUX HAa HUX caMUX. MHEHHs aKyIlepoB U THHEKOJIOTOB MO
ATOMY BOIIPOCY Pa3JIENWIINCh; TE€ U3 HUX, KTO IIPOAYMaj 3TOT BOIIPOC, CUUTAIOT, UTO
IIPOU3BOJIBHBIN BHIOOD MPU OOHAPYKEHUHU B 3apOJBIIIE T'€HOB IIIyXOThI MJIM KapJIMKOBOCTH
CKOpEe UMEET LI€JIbI0 TOTBOPCTBOBATH KEJIAHUIO POJIUTENEH U HUKAK HE HallpaBJIeH Ha
o0ecreyeHre HauTy4IlInX HHTEPECOB peOeHKa.

38. JlanHas couumanbHas MOJETh HHBAJIHIHOCTH CMEIIAET aKIEHT C OMOJOTHYECKHX,
NICUXUYECKUX WJIM TI03HABATEIbHBIX CIIOCOOHOCTEW MHBAIN/IA HA COLUAIbHBIH,
WHCTUTYIMOHAIBHBIN U U3NIECKUN MUP, YCTPOCHHBIN C YI€TOM yCJIOBUN U MOTpeOHOCTEH
JIOJIEH, HE ABISAIOUINXCA MHBAIUIAMU. JTOW COLMAIBbHOW MOJIEIH €1lle PEICTOUT OTYyYUTh
IIMPOKOE pacIpoCTpaHEHHE BO MHOTUX obmiecTBax. TpyaHO MOJAepKUBaTh B 00IIECTBE
OTHONICHHE K MHBAJUJHOCTH KaK K "00JIe3HH" WK "OTKIOHCHHIO" , KOTOPBIE CIIeyeT
MCKOPEHUTH, KOTJ]a YHUUTOXKEHHUE Pa3INunil IOCPEICTBOM I€HETHUECKUX MAaHUITY ISIUI

1
HaxXoJuTcCd B IIpCACIax q0CAracMOCTU 5.
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39. DTo MOXHO paccMaTpUBaTh KakK MONBITKY MAHUITYJIMPOBATh HAYKOH B IENSAX MPOBEACHUS
CBOETO poJia "MHBAIMIHBIX YACTOK . B 3TOM oTpakaercs cTepeoTHITHAsI KOHIICTIIUS
COBEpIIEHHOTO peOeHKa, KOTopasi caMa MOKET MOJABEPrHYTHCS MAaHUMYJISIIUU CO CTOPOHBI
CPEICTB MaccoBOM MHGOPMAIUHU U OOIIECTBEHHOTO MHEHHUS. MBI TOJKHBI IPUCITYIINBATHCS K
TOMY, YTO TOBOPAT O TEHETUKE Pa3IUYHbIEC TPYIIIbI NAllUeHTOB. [laliMeHThl U UX CeMbU

00J1a/1a10T KOHKPETHBIM ONBITOM, KOTOPBIM HEOOXOIUMO YUUTHIBATh.
VI. BBIBO/bI

40. BO03MOXHOCTH UCIOJIB30BAHUS IEPCOHATBHON reHETHYECKOH HH(OPMAIH BO BpEJI
YeJI0BEKY MOXET BITOJIHE 00OOCHOBAHHO MOJIOPBATh JOMYCTUMOCTH MPOBECHHS JaTbHEHIIINX
TeHEeTUYECKUX nccienoBanuii. [10aToMy HECTOCOOHOCTD 3aIUTUTH KOH(DHUICHIINATBHOCTD U
IIPEAOTBPATUTh JUCKPUMHUHALIMIO YPEBATA OMTACHOCTHIO 3HAYUTEIIBHOIO CYKEHHUS BO3MOKHOCTEN

HCIIOJIB30BAHUA I'CHETHUKU IJI YITYUYIICHHUA 3PaBOOXPAHCHUS.

41. Kirod K UCIIOJIb30BAaHUIO TEHETUYECKOW nH(popMarmu Ha 6J1aro yenoBeka 0e3 HeraTHBHBIX
MOCIICAICTBHIA JIS)KHUT B OTPEICIIEHUU TOT0, KAKKUM 00pa3oM 31a nHpopManus OyaeT
HCTIOJIB30BaTHCS IOMHUMO ITOTPEOHOCTEH JISUSHHS JINIA, KOTOPOro oHa kacaercs. Ilpu cOope
MEePCOHANTBHON TeHEeTHYEeCKON HHPOPMAIIUU HEOOXOAMMO PETyITUPOBaHUE U B HEKOTOPHIX
CIIyJasiX 3alpeT Ha BTOPUYHOE UCTIONB30BaHue JINYHBIX NaHHbIX. MHopmanms o JTHK,
MOJTyYEHHAs ¥ TOJIBEPTIIAsICS aHATHM3Y B JICYEOHBIX IENISIX, HE TOJKHA OBITh aBTOMATHYECKU
JIOCTYIIHA JJIs1 UICTIOJIB30BAHUS B IPYTUX IIEJISIX, B TOM YKCIIE JJI1 HAYYHBIX UCCIIEI0OBAHUM, €ClTn

€€ MOJKHO OTHECTHU K YCJIOBCKY, JTUIYHOCTb KOTOPOI'0 MOKHO JICTKO YCTAHOBUTD.

42. Kaxk npaBuiio, o0IIie 3aKOHBI, PErYITHPYIOLIHE NCTIOIb30BAHNE JIMYHBIX IEPCOHATBHBIX
JAHHBIX O 3/I0POBbHE, 3AIUIIAIOT TEHETHUECKYI0 HH(OPMAIIHIO, JJa’Ke €CITH STH 3aKOHBI HHOT/Ia
HE SBIISIOTCS afeKBaTHBIMU. O/HAKO caM (akT HATMYMS TeHETUYECKOH HH(OpMAIHH C e1ie
0oJIbIIIEH OCTPOTOM CTABUT BOMPOC O HEOOXOUMOCTH 3aITUTHI CBEICHHH O 3]I0POBBE UETIOBEKA.
C yuyeToMm 3Toro, BO3MOXKHO, TpeOyeTCs TOTIOIHUTh CYIIECTBYIOIIEE 3aKOHOIATEITLCTBO
MOJIOKEHUSMH, PETYIUPYIOLUIMMH KOHKPETHBIE BOIIPOCHI, KACAIOIINECS TEHETUYECKOTO
TecTupoBaHusi. Heo0X0auMo TIIaTeNbHO KOHTPOJIUPOBATH COOIIOIEHUE 3aKOHOB, KaCAIOIIHXCS
B3stus po6 JIHK y muir, mogo3peBaeMbIX B COBEPILICHUH YTOJIOBHBIX MPECTYIUICHUH, U
co3naHus 6aHkoB AaHHbIX 0 JJHK mui, ocy/1eHHBIX 3a yroJloBHbIE IPECTYIUIEHUS], YTOOBI
UCKJTIOUNTh HECAaHKIIMOHUPOBAHHOE pacIIupeHue chepsl ero AeHCTBUS.

43.  J1nst 3amuThl KOHQUICHINAIBHOCTY TeHETHYECKOW HH(POPMALIUU U TTPEIOTBPALICHHS
JUCKPUMHUHAIIMY B 3TOM 00J1aCTH TOCYIapCTBO JIOJDKHO BECTH Pa3bsCHUTEIbHYIO padoTy. Ha
NPaBUTENILCTBAX, B YACTHOCTH, JIXKHUT 0053aHHOCTh Pa3bsICHITH YCIOBHUS HCIIOIb30BAHUS

TeHETUYECKON MHPOpPMAIIK U BO3MOXKHBIE TOCIIEICTBUS ATOTO JUIsl OOIIECTBA, a TAKKe
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pa3bSACHATH OOIIECTBY M HAYYHBIM paOOTHHUKAM, YTO O3HAYAIOT PE3YJIbTaThl FTEHETHUECKUX
WCCJIETIOBAaHUM U YeTr0 OHU HEe 03HAYAIOT, B MCCIIEJI0BAHUAX JIOJDKEH JIeTaThCsl yIop Ha
WHAUBHUAYaIbHBIX BapUAIMIX B PAMKAX COOTBETCTBYIOUINX MOMYIISIIHIMA, a HE B BApUAIUIX
MEXy MOMYIAUUAMA. Y UEHBIM-UCCIEOBATENSIM HEOOXOIUMO MOJAXOIUTH C OCTOPOKHOCTHIO K
MIPOBEICHUIO UCCIIEAOBAHUI U MPEJICTABICHUIO UX PE3YJIbTaTOB. VM cieayeT TOUHO onpeensiTh
MOMYJISILIUY, KOTOPBIE MOABEPraeTcs n3yueHno. OHM TaKXKe TOKHBI OOBACHSTH, B KaKOU
CTENEHU OMACHOCTh 3a00JIEBAHUS ONPEEIISIETCS TCHETUUECKUMU BapUaHTaMU U B KaKOH
CTETICHH TU BAPUAHTHI COOTHOCSTCS C YKOJIOTHUECKUMU (hakTopamu. EcIu HET 4eTKOro

MMOHUMAaHH 3TUX BOIIPOCOB, TO B TAKUX CIIyYasaXx CICAYCT NPU3HATHL HAJTNYNC COMHEHHIA.

44. HecMOTps HA TO, UTO HOBBIE METO/IbI JICUCHUS SBIISIFOTCS TIOKA €IIe JIeJIOM OYyAYIIEro u 4To
B HACTOSIIIEE BPEMS PEUb UJIET O PA3BUTUU T€HETUKHU JUIsl AUATHOCTUYECKUX 11€JIeH, MBI
JIOCTUTJIA TIOBOPOTHOTO MMYHKTA, KOTJIa HEOOXOAMMO OJIarOpa3yMHO OLIEHUTh HEJTOCTATKU ITUX
TEXHOJIOTHH, IPEXK/IE YeM MBI BBEJIEM UX B 001IIee yIoTpeOIeHne.

45. T'eHeTUUYECKHE TECTHI CTOST I0POT0, OCOOCHHO B YCIOBHSX, KOTJ]a UX MPOBEACHUE
MOHOITOJIN3UPOBAHO YACTHBIMH KOMITAHUAMHU. MBI TOJKHBI OLIEHUTH MTOCIIEICTBUS
T€HETUYECKOT0 TECTUPOBAHUS C TOUKM 3peHUs 3apaBooxpaHeHus. Kak ckazano B [[xakaprckon
JIeKJIapalyy O pa3BUTUM 3ApaBooxpanenus: 1997 roga, nuua, MpUHUMAIOIINE PEIICHNUs, TOJIKHBI
OBITH TBEPJIO MPUBEPKEHBI OTBETCTBEHHOCTH Nepe]] o0mmecTBoM. Kak rocynapcTBeHHBIH, Tak U
YaCTHBIN CEKTOPHI, JOJKHBI COACHCTBOBATh OXPaHE 3/10pOBbsI TIOCPEICTBOM ITPOBEICHUS
MOJIUTHUKH U TIPAKTUKHU, KOTOPBIE HE HAHOCHT yIepOa 3/10pOBBIO JIFOJIEH, OXPAHSIOT TPUPOIHYIO
cpeny 1 00ecreunBaroT yCTOMUNBOE UCTIOIb30BAaHUE PECYPCOB, IPECEKAIOT HE3OPOBYIO
PBIHOYHYIO IPAKTHKY, 3aIUINAIOT KaK TPaKIaH PhIHKA TPYAA, TaK U TPYAALIUNXCS HAa paboyeM
MecTe, M BKIIIOYA0T 00eCTeunBaIoINe CIPaBEIMBBIN MOAX0/T OLIEHKH BO3IEHCTBHS Ha
3/I0pPOBBE YETIOBEKA B KAYECTBE COCTABHOM YacCTH pa3padOTKU MOIUTUKH.

[Ipumeyanus

! In 2002 an international research consortium of several countries including Nigeria, Japan,

China and the United States launched a project called the International HapMap. The HapMap
hopes to accelerate the discovery of genetic relationships linked to common yet complex
diseases such as heart disease, cancer, asthma and diabetes. It involves compiling genetic
samples to map the human genome according to haplotypes, blocks of DNA that contain genetic
variation. Combining resources from both public and private agencies, the HapMap will be
based on 200-400 genetic samples from each of four different populations: the Yorubasin
Nigeria, the Japanese, the Han Chinese and individuals in the United States with Northern or
Western European ancestry.

2 In December 1998, Iceland’ s Parliament passed legislation creating a national centralized
database of health information and DNA samples of the country’s citizens. In December 2000,
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Estonia passed the Human Genes Research Act, setting alegal and ethical framework for the
operation of a population genetic database of at |east three quarters of the country. In

December 2002, Singapore announced the official opening of the Singapore Tissue Network, a
national, non-profit tissue and DNA bank that will contribute to a better understanding of human
diseases. In September 2003, the United Kingdom Biobank published its first draft of the Ethical
and Governance Framework, a protocol for the collection of the DNA samples and medical
records of 500,000 volunteers.

3 L. Geller et d., “Individual, Family and Societal Dimensions of Genetic Discrimination:
A case study analysis’, Science and Engineering Ethics, vol. 2-1, 1996, pp. 71-88.

4 A. Hsieh, A Nation’s Genes for a Cureto Cancer: Evolving Ethical, Social and Legal
Issues Regarding Population Genetic Databases, Columbia Journal of Law and Social Problems,
vol. 137, Spring 2004, p. 359.

> [Notext provided]

®  Gdler, op. cit.

! Trudo Lemmens, Yann Joly and Bartha M. Knoppers, “ Genetics and Life Insurance:

A Comparative Analysis’, GenEdit, vol. 11, No. 2, 2004, B.M. Knoppers (ed.), Populations and
Genetics: Legal and Socio-Ethical Perspectives, Martinus Nijhoff Publishers, Leiden, 2003.

8 Ibid.

° L.B. Andrews and A. Jaeger, “ The Human Genome Initiative and the impact of genetic

testing and screening technologies’, American Journal of Law and Medicine, vol. 17, 2002;
J. Kulynych, D. Korn, The Genetics Revolution: Conflicts, Challenges and Conundra, and
“Use and Disclosure of Health Information in Genetic Research: Weighing the Impact of the
New Federal Medical Privacy Rule’. American Journal of Law and Medecine, vol. 28, 2002.
19 For instance, thereis alarge amount of research aimed at discovering genetic differences
in people’' s susceptibility to environmental chemicals, including chemicals found in the
workplace, and it is likely that employers will want to use genetic tests to exclude those who are
susceptible, rather than clean up their workplace.

1 DebraHarry and Frank Dukepoo, Genes and Genetics: What Indians Should Know About
the New Biotechnology, 1998.

2 7.Q. Khan, Colonialism Revisited: Insightsinto the Human Genome Diversity Project,
Journal of Law and Social Challenges, Spring 1999.
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13 Unlike the Human Genome Development Project, the HapMap' s goal is biomedical: to

create aresource that can be used in many future studies of health and disease. In addition,
unlike the Project, which would have studied primarily small, isolated populations, the
International HapMap Project will study only large, less vulnerable populations. Another
problem with the interpretation of genetic variation is assuming that “genetic’ means
“unchangeable”, and that because someone has a particular genetic variant they are “doomed” to
get adisease. Theseincorrect assumptions are called genetic determinism. Genetic determinism
overlooks the strong contributions that environmental factors make to diseases and that there
may be ways to reduce the risk of getting those diseases. So, even though people may have
genetic variants that heighten their risk, many of them will never fall ill. Genetic discrimination
and genetic determinism are both potential problems that can arise from any study in which
researchers rel ate genetic variation to disease risk.

14 R.L. Barsh, “Pharmacogenomics and Indigenous Peoples: Real Issuesand Actors”,

Y eshiva University, Cardozo Journal of International and Comparative Law, 2003.

> H. Koh, “Different but Equal: The Human Rights of Persons with Intellectual
Disabilities’, Maryland Law Review, vol. 63, 2004.



