Opranuzanus O0beaquHeHHbIXx Hanuit

it
\§

‘*\\)’ I'enepanbHas AccamOiest Distr.: General

24 August 2010

7 _
N\ 7~ Russian

Original: English

Cosert o npaBam 49€J10BC€Ka

IIaTHagumaras ceccus

[IyHKTH 2 11 3 TOBECTKH JHS

Esxeroanniii nokJjan BepxoBHoro komuccapa
Opranuzanuu Oo6benuHenubix Hanmit

10 MpaBaM 4YeJI0BEeKAa U JOKJIAAbl YIPaBJIeHUA
BepxoBHoro komuccapa u I'enepajbHOro cekperaps

IMoompeHne u 3a1MTa BCeX MPaB YeJ0BeEKa,
rpaMAaHCKUX, MOJTUTHYECKHUX, IKOHOMHUYECKHX,
COLMAJBHBIX H KYJbTYPHBIX NIPaB,

BKJIIOYAs IPABO HA pa3BUTHE

Joxkaan Ynpas/ienus BepxoBHoro komuccapa
Opranmsauun O0beaunenHbix Haumii mo npasam
YeJI0BeKa 110 BOIIPOCY O NpaBe HA YCTAHOBJICHUE HCTHHBI
U NIPOBEACHUHU CYAeOHO-MeIULIHHCKOU NeHETHYECKOM
3KCHEPTH3bI H MPABAX YeI0BeKa

Pezrome

Hacrosmuit qokiaan npeacrasisieTcs Bo ucnosnnenue pezonronui 9/11 u 10/26
CoBeTa 1mo mpaBaMm 4elioBeka, B KoTopbix CoBer mpocuia YipasieHue BepxoBHOro
komuccapa Opranusanun OObenuHeHHbIX Haruii mo mpaBaM uenoBeka: "MOAr0TO-
BHUTH i mpenactasienuss CoOBeTy Ha ero MATHAAUATOW CECCHUU IOKIAJ O MpHUBIeUYe-
HUU Cy1eOHO-MEIUIMHCKIX IKCIIEPTOB B ClydasiX IpyObIX HApYIICHHUH MMpaB 4esoBe-
Ka B IeJISAX BBISBICHHS TCHICHIHWH W MEPEIOBOM NMPAaKTUKU B 3Tol obnactu" u "3a-
MPOCUTh Y TOCYJAPCTB, MEXKIPABUTEIbCTBCHHBIX M HENMPABUTEIbCTBEHHBIX OPTaHU-
3anuit  MHQOPMANHMIO O MNEepeJoBOH NpPAaKTHKE B  HCIOJB30BAHUU CyHeOHO-
MEJIHUIMHCKON TeHeTHYECKOW IKCIEePTU3BI ISl YCTAHOBICHUS JIMYHOCTH KEPTB CEPb-
€3HBIX HAPYIICHU MPaB Yel0BEKa U HOPM MEXKIYyHAPOIHOTO0 TyMaHUTAPHOTO IpaBa B
LEeAX PACCMOTPEHHUS BO3MOXKHOCTEH MOJATOTOBKU MOCOOMS, KOTOPOE MOTIIO OBl CIy-
KUTh PYKOBOJCTBOM 110 MPUMEHEHHUIO CYy[eOHO-MEIUIIMHCKOW IeHETUIECKOM IKCTep-
TH3BI, BKJIIOYas, KOTAAa 3TO YMECTHO, J0OPOBOJIbHOE cO3/1aHe U QyHKIMOHUPOBAHUE
0aHKOB T€HETHYECKUX TaHHBIX C COOMIOACHUEM HAJUICKAIIUX rapaHTHii".
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B otBeT Ha BepOanbHYIO HOTY YrpaBieHus BepxoBHOro xomuccapa oT 8 ¢es-
pans 2010 roga napopmManua moctynuia oT ApreHtuHsl, Beurpun, Uopnanuu, Hc-
naan, Komym6un, Ky6sr, MaBpukus, Manu, Mekcuku, Omana, [lepy, [Topryranum,
Pympinun, CanbBamopa, CnoBakuu, TyHuca, TypkmeHnuctana u Anonuu. lokiazn
MOATOTOBJICH C MCIOJb30BaHUEM MaTEPHAJIOB M aHANUTHYCCKUX TAHHBIX APTeHTHH-
ckoit cnyx6bl Menuko-cynednoi anrpononoruu (ACMCA) u ¢ npuBiedeHueM Mex-
JIyHApOJHOW KoMuccHH 10 nponaBmuM 0e3 Bectu auram (MKIIBJI), kotopas B uH-
Tepecax COCTaBJICHHS HACTOAIIETO NOKJIaaa KOOpAMHHpOBala paboTy HaJ Marepua-
namu o nuaNE Pabdoueit rpynmsl mo JJHK EBpomeiickoif cetn cyneOHO-3KCTIEPTHBIX
nHCcTUTYyTOB, KoMuccun mo JJHK MexayHaponHoro obmecTBa cyneOHOW TeHETHKH,
y9acTHUKOB pa3paborku PykoBomsmux mpuHnunoB AABK mo ycraHoBimeHHio aud-
HOCTH ¢ momoInbpio aHanu3a JJHK B ciryyasx maccoBoit rubenu nroaei, mpeacTaBuTe-
neit Haydroii paboueii rpynmsl mo merogam aHanusa JJHK Komurera mo mponaBmum
6e3 Bectu aunam CoenmaeHHbIX LlltatroB AMepuku, npeactaButeneir Corosa cyneod-
HO-MEIHWIMHCKUX JKCIEPTOB 3a MpaBa YeJIOBEKAa M TYMaHHTAapHBIE pacCiIeIOBaHUS,
MexayHapoaHOU cyae0HO-MEeIUIINHCKOW IpOTpaMMBl opTaHu3anuu "Bpaun 3a mpasa
gejgoBeKa" W WiIeHOB PykoBonsdmero KOMUTeTa MO HAYYHBIM IIpOrpaMMaM B oOJacTh
cyne6Hoi Mmexunuubl pu MKITBJI.
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BBenenue

1. Kak oTMETHIIO MpaBUTENBCTBO APreHTHHBI B CBOEM OTBETE Ha BepOalbHYIO
HOTy YupaBieHnus BepxoBHoro komuccapa Opranusanuu O0benuHeHHbIX Hanuit mo
npaBam ueioBeka (YBKIIY) B cBOMX pE30MIONUAX O MPOBEACHHH CyAeOHO-
MEIMIUHCKONH TeHeTHYeCKOH IKCIepTH3sl U mpaBax denoBeka COBET IO mpaBaM de-
JIOBEKa CTaBWJI Iepesa co00i TpH Len:

a) OpU3HATh 3HAYMMOCTh U  MOOMIPATH HCIOJIb30BaHUE cyneOHo-
MEAULMHCKOM F€HETUYECKOU 3KCIEPTU3bl B KAUECTBE BAXKHEHINEro HAIPABJICHHUS CY-
JeOHOM MEIMUMHBI B Clly4asiXx HapylleHHs MpaB 4eIoBeKa M MEXIyHapOaHOro ryma-
HUTapHOTO mnpaBa. Takoe NpH3HAHHWE CO CTOPOHBI MEXAYHapOJIHOTO cOo00IecTBa
crnoco0cTBOBaIO OBl O0Jee HIMPOKOMY NMPUMEHEHMIO HAayYHBIX JOCTHXKEHHUH U BIIe-
YaTJISIOL[UX PE3yIbTaTOB, MOJYyUYEHHBIX HAa HAIMOHAJBbHOM M PETrHOHAJIBHOM YPOBHSX,
C LIEJbI0 Pa3pelICHUs aHAJOTMYHBIX CUTyalluidl B JPYyrUX pailoHax MuUpa,;

b) COJICHICTBOBATH PACHIMPEHUIO COTPYJHHUYECTBA MEXKIY rOCYyIapCTBAMHU U
OopraHuizanusiMu B 00J1aCTH UCIOJIBL30BaAHUS Cyﬂe6HOﬁ MEIUIIMHbI B IICJIOM U, B 4aCT-
HOCTH, Cy/e0HO-MEIUIUHCKON T€HETHYECKON IKCIIEPTH3BI ISl PACCIENOBAHMS TAKUX
HapyHleHI/Iﬁ U aKTUBU3ALUU MEKAYHAPOJHOTO COTPYAHHUUYCCTBA B LCJIAX YBCIUUYCHUSA
UHPOPMAMOHHBIX 0OMEHOB MEXJy IOCYJapCTBAMH M OPraHU3alUsaMH, 00JIa1atonim-
MU COOTBETCTBYIOIIUM OIIBITOM B ﬂaHHOﬁ 06ﬂaCTl/l B MHTEpPECAX OIMMO3HAHUA KECPTB U
YCTAHOBJICHUA MECTOHAXOXACHHUA MOKUHYBIINX MECTa CBOCIro NPOUCXOKICHUA POI-
CTBCHHHUKOB XCPTB, C KOTOPBIMHA HeO6XO,Hl/lMO YCTAaHOBUTH KOHTAaKT,

c) CIOCcOOCTBOBATh BHIPAOOTKE MEXKAYHAPOJIHBIX CTAHAAPTOB UCIOJIH30Ba-
HUS CYIeOHO-MEIUIIMHCKON TeHETHYECKOH dKcmepTu3bl. Hamuuue THIIOBOTO MPOTO-
KOJIa WJIM COIJIACOBAHHOTO Ha MEXJYHapoJIHOM YpPOBHEe mocoOwus moOynuio Obl Ha-
LUOHAJIbHbIE OAHKU NeHETUYECKUX JaHHBIX HPUMEHSITh TOJIBKO T€ METOJBI, KOTOpbIE
NPUHSTH HAyYHBIM COOOIIECTBOM, M COONIONATH IPAaBOBBIE HOPMBI, OT BBINOJIHEHUS
KOTOPBIX 3aBHCHT OOBEKTHMBHOCTh UX PabOThI, 3alUTa U COXpaHEHHE KOHQUICHIHU-
aJlbHOTO XapakTepa JaHHBIX W pe3y/lIbTaTOB MCCIEIOBAaHMUH, a TakkKe OTpaHHYEHUe
JIOCTyTIa K HUM.

IIpuBieyenune cyre0HO-MeIUIIMHCKUX IKCIIEPTOB
B CJy4asix rpyObIX HApYyllIeHU# NMpaB Yeja0BeKa

2. CyneOHO-MeAMIIMHCKAs DKCIEPTH3a MPOBOJAMTCS B HMHTEpPECax YCTAHOBJICHUS
(haKTOB, KOTOpPbIE OBLIN MOJYYEHBl HAYYHBIMH METOJIaMH M KOTOPbIEe OYAYT MCIOJIb30-
BaHbl B paMKaX YrOJIOBHOTO PacClIeJIOBaHUSA B KaueCTBE JA0KA3aTeIbCTB B CyAe, Halle
BCErO C IIeJIbI0 YTOJIOBHOIO MpecieoBaHus 3a NpecTyIUleHud. B yacTHOCTH, OHA HC-
MONB3YeTCsl I OMO3HAHUS MPOMaBHIMX 0Ge3 BECTH JIMII B Pe3yibTaTe HapylICHUH
IpaB 4YeloBeKa WIM MacCOBOM rubemnu maroeil Bo BpeMs CTUXUHHBIX OencTBuil. Takum
o0pa3oM, cyneOHO-MeAMIMHCKas S3KCHepTH3a CIHYXHUT S(QQPEKTHUBHBIM CpPEICTBOM
obecnedyeHus CTPOroro coOMIONEHUS 3aKOHA U KaK TaKoBas caMa JIOJKHAa COOTBETCT-
BOBATbh 3aKOHY.

3. Ha HanuoHanbHOM YpPOBHE NMPUMCHEHHE CYACOHO-MEIMIIMHCKOW 3KCIEPTH3BI
peryaupyercs 3aKOHOJIATEIbCTBOM M KOHKPETHBIMM BHYTPEHHUMH IOJ3aKOHHBIMU
aKTaMH, a TakKe NPUHSITOW B JAaHHOW CTpaHe MPaKTUKOM, oOecrnednBarouied UX BbI-
nonHeHue. OHAKO Ha MEXIYHApOJHOM YPOBHE MpaBHUJIa U YCTAHOBUBIIASICA MpaK-
THUKa 4acTO HOCAT HE CTOJb CTPOTHM, & MHOTJAa U OTKPBITO NMPOTUBOPEUYUBBIN Xapak-
TEep WJIM )K€ MOJHOCTHIO OTCYTCTBYIOT. Takoe MOJIONKEHHUE CTAI0 OBICTPO MEHSATHCS B
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cuiy Bce 0oJiee IIMPOKOTO MIPUMEHEHHS METOJ0B CyAeOHO-MEIUIINHCKON IKCIIEPTU3BI
BHYTPH CTPaHBl U Ha MEXAYHapOIHOH apeHe.

A. TIlpuMepbl HAMOHAJHLHOM NPAKTHUKYU B 00J1aCTH UCIOJIb30BAHUSA
cy1eOHO-MeIUIUHCKHUX IKCIEPTOB B CJAy4YasiX rPyObIX HAPYyIeHU
NpaB YeJI0BeKa

4. B AprenTtune kanuenspueit Cekperaps mo mpaBaM uelloBeka MHUHHCTepcTBa
I0CTHIIMH, 0€30MIaCHOCTH M IpaB 4YeJoBeKa NPHUHAT "PeecTp HEONMO3HAHHBIX CKEJeT-
HBIX OCTAHKOB HMCUE3HYBIIUX 3akimtoueHHbIX". [Ipu 3TOM mpeciienoBaiach 1elb CBe-
CTH BOEJMHO BCIO MMEIOLIYIOCS B APreHTHHE WH(OPMALHUI0 O COCTOSHHHM OCTaHKOB
9KCTYMHUPOBAHHBIX TeJI Ha MECTax PacKOMOK, MPOBEACHHBIX B HHTEpecax oOHapyxe-
HHUS TUI], UCYE3HYBIIUX B EPUOJ] BOCHHOM AUKTATYpHI.

5. OnHoit u3 3agau PeecTpa sBngeTCd ONUCaHUE U yueT paHee U3BJICUEHHBIX HIH
HEJaBHO OOHAapYXEHHBIX CKEJIETHBIX OCTAaHKOB, KOTOpbIE, KaK H3BECTHO WM Kak
IpeAarojaraeTcs, NpHHAIJIekKaT WCYE3HYBIIMM JKEPTBAM HE3aKOHHBIX pErpeccHil B
MEpPUOJI TOCYNapCTBEHHOTO TEPPOPH3Ma, HO KOTOPBIE A0 CHX IOP HE OMO3HAHBI MIHU
e POACTBEHHHMKH KOTOPBIX HE M3BECTHBI. [lapayienbHo IUIaHHpYyeTCs co3laTh 0asy
JIAHHBIX JUISl KJIacCU(UKAIIMY ¥ CUCTEMAaTU3aIlMi TaKoi MHPOpPMAaLHH.

6. B Hcnanuu cyneOHO-MEAMIIMHCKHE JKCIMEPTHl OKa3bIBAIOT YCIYTH IO 3ampo-
caM CyAOB M MOI'YT BBICTYNATbhb TOJBKO B OTKPBITBIX Cy}le6HbIX 3accJaHuAaAX, €CIIH
TOJIBKO CYJ HE NMPUMET UHOC pCUICHUC. 910 HeE OT'PAaHUYMBACT ACATCIBHOCTDL 3KCIIEP-
TOB, MOCKOJIBKY OHHU MPEACTABISIOT CBOM 3aKIIOYCHHSI COOTBETCTBYIONIEMY CYAYy IO
MOPYYEHHUIO KaK CyAcOHBIX OPraHOB, TaK U JHO00# M3 y4aCTBYIOUIMX B jJelie CTOPOH.
ToT daxT, 4TO cO0OIIECTBO CyJeOHO-MENUIIMHCKUX IKCIEPTOB MOJIb3yeTcsl cBOOOA0M
JIEWCTBUI B yCIOBUAX aOCOMIOTHON HE3aBHCUMOCTH M B MOJHOM 00bEME CBOUX 3Ha-
HUH 1 yOeXXJIeHUH, NpeBpaliaer ero B KJIIOYEBOH pecypc MOATOTOBKH JJOKa3aTeJIbHOM
0a3nl A€ NPpOTUB KOHKPETHBIX JIHII. Takoi moAXoJa K MOATOTOBKEC JKCHEPTHBIX 3a-
KJIIOUEHUHN He OI'pPaHUYMBACTCA HBIHC XUBYIIUMU JIOAbBMU U MOXKET TAKKE MPUMEC-
HATHCA B OTHOIICHWH HEAABHO YCONMIIUX MJIN JaXX€ JAaBHO CKOHYABIIUXCHA JIUIIL.

7. CyneOHO-MEeAUIIMHCKHAE IKCIEPTHl MOCTOSIHHO OOHOBJISAIOT U MOMOJHSIOT CBOH
3HaHUS 338 CYET CHUCTEMATHYECKOTO MOBBINIEHUS KBaJHU(UKAIMK KAaK OCHOBBI CBOEH
JeSITeIbHOCTH U MOAAEPKUBAIOT HEMPEPhIBHBIE KOHTAKTH ¢ HAyYHBIMU JKCIEPTaMH,
CIIOCOOCTBYIOIIME UX MPUBJICUCHHUIO K MeponpusiTHsIM B Mcnanuu u 3a pybGexxom. Ta-
KO#l xapakTep pabOThl SKCIEPTOB, B JaHHOM cjiydyae B 00JlacTH IpaB 4YeJOBEKa, OT-
HIOJb HE ABJISETCS CIy4yalHBIM, a MpeJcTaBiseT co00i pe3ynbTar peaJu3anuy Ieiao-
ro psija IJIaHOB NEHCTBUI 10O CyaeOHOW MeIULUHE, OTPaXarolluX MepeaoBYI0 Mpak-
THKY B 3TOH o0nacTu.

8. MUHHCTEPCTBO IOCTULHUYU COTpyAHUYAET ¢ L[eHTpOM IpaBOBBIX UCCIENOBAaHUU
B pa3paboTke periiameHTa MpPo(GeCCUOHANBHON MOATOTOBKU CYAeOHO-MEIUIIMHCKUX
9KCIEPTOB, BKJIIOYasi: a) yd4eOHBIC KypcChl; D) HMpPOTOKONBI BHIMONTHEHHs MPOLEIYD;
¢) npodeccuoHaabHbie ceMUHAPHI; () KOMIIEKCHBIE METOMbI CYAeOHO-MEIUIIMHCKOM
9KCIIEPTHU3HI.

9. B Ilepy B coctaBe MHcTuTyTa CyneOHOI MenquUuHbI pu ['eHepanbHON NPOKY-
patype paboTaer rpyrnma ONbITHBIX CyJeOHO-MEJIMIMHCKUX IKCIIEPTOB Pa3HOro Ipo-
¢uas. DT creuuanucTbl MPUHUMAIOT Yy4acTHE B PACCMOTPEHHMM JIeJl, CBSA3aHHBIX C
Cepbe3HBIMU HapyIICHUSIMHU IpaB 4YeloBeKa, M SABIAIOTCS wieHamMu Crenuaau3upo-
BaHHO# cyne6Ho-Menuuuuckod rpynnel (CCMT'). OHE 0TBeYaroT 3a MOUCK, 0OHAPY-
XKEHHE U aHAJIN3 OCTAHKOB U OTHOCSUIUXCS K HUM JIUYHBIX BelleH JHI], UCUE3HYBIIHUX
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B 06CT05ITCJIBCTB3X, KOTOPBIC paCCMaTPUBAIOTCA KaK CEPHE3HBIC HAPYIICHHUA ITpaB 4Ye€-
JJOBCKaA.

10. B mHactosmee BpeMs WHCTHTYT cyneOHOW MEOWUIHHBI MPOBOIUT PabOTy IO
CTAaHAAPTU3ALUU METOJIOB IIOUCKA, OOHAPY)XEHUS M aHAJIH3a OCTAHKOB MCYE3HYBIIHX
JM1, IPUYEeM HE TOJBKO B 0OCTOATENBCTBAX, KOTOPBIE PacCMaTPHBAIOTCS B KayecTBe
CepbEe3HBIX HApYIICHHH NPaB Yel0BeKa, HO U B TaK Ha3bIBAEMbIX OOBIYHBIX YCIOBHUSX.

11. TlockombKy p1ena, pemIeHHEM KOTOPBIX 3aHMMaeTcs Crenuaan3upoBaHHAS
rpynmna cynebno-meaunuuckux skcrneproB (CCMIY), umeroT oOueHANMOHAIBHOE
3HaYeHHE, OHA MOJYUHSAETCS HENOCPEICTBEHHO HAIlMOHANbHOW mTab-kBapTupe WH-
CTUTyTa CyneOHON MeAWIUHBL. DTO Mo3BoJseT WHCTUTYTY ONEpaTHBHO BBIMOJHSITH
3ampochl JI000TO MPOKYypopa, 3aHUMAIONIerocss BONMPOCAMM IIpaB 4YEJIOBEKa Ha Ha-
nuoHanpHOM ypoBHe. IIpu stom CCMI Hukorma He paboTaeT B ONMHOYKY, €CIH
TOJIBKO 00 3TOM €€ He MPOCUT MPOKYpOp, BEAAIOMINI BONPOCAMH NMPABO3AIUTHOIO
3aKoHOmaTenbcTBa. TakuM oOpazoM, CCMI koopAMHHPYET W COTIIaCyeT CBOIO Jed-
TEIBHOCTH C IMPOKYPOPOM, OTBEYAIOIIMM 32 TO MIM MHOE KOHKPETHOE paccieaoBa-
HUE.

12. B Ilopryranuu KOMIETEHIINEH Ha MpOBeAeHNE CyAeOHO-MEIUIMHCKON IKCIIep-
TH3Bl Ha TEPPUTOPHUH CTpaHbl obnmamaeT HanmoHanbHBIH MHCTUTYT CyAcOHOH Menu-
nuHbl. OH SBISETCS aBTOHOMHBIM M HE3aBHCHMBIM OpPraHOM, BBITIOJHSAET MEXAYHa-
pOIHBEIE 3alpOCHl HA NPOBEJEHUE CyAeOHO-MEINIHNHCKONW JKCIEPTU3Bl U B TEUEHHE
MHOTHX JI€T MPHUMEHSET METOJbl KOHTPOJA KadecTBa MCCIEJOBAaHUN, 0g00psemMble
MexayHapoIHEIM 00mecTBOM cyaeOHOW reHeTHKH. NHCTUTYT OKa3bIBaeT IopHInde-
CKYIO MTOMOIIb ¥ UMEET CBOEro mpejactaBuTenst B EBponeiickoil rpymme mo cocrasie-
Huto npoduneit JHK.

O0mue coo0pakeHNsI OTHOCUTEJIHLHO HCIIOJIb30BAHNA Cyle0OHO-
MeIMLIUHCKHUX IKCIIEPTOB B CJAy4YasiX rpyObIX HAPpYLIeHHW npaB
yeJi0BeKa

13. CraenyeT OTMETHUTh, YTO 3aJeHCTBOBAHHE CYIeOHO-MEAMIIMHCKUX JKCIIEPTOB B
ciaydyasx rpyObIX HapylUIeHUH MpaB 4YeJOBEKa CBSI3aHO C PSAOM TpeOOBaHWH, BBINOJI-
HEHHE KOTOPBIX MOXET o0ecnedyuTh AoBepHue K ux pabore. B wactHocTH, mpoueccs
9KCTyMallVi U WICHTH(QUKAIMY pejaraeTcs HauMHATh TOJIbKO MOCJE COIIacoBaHUs
BCEMHU 3aMHTEPECOBAaHHBIMU CTOPOHAMHU perllaMeHTa paboT, BKIIOYAIOLIETO B ce0s:

a) IPOTOKOJIBl 3KCTyMalu#, cOopa NMPUKU3HEHHBIX JAAHHBIX, BCKPHITUA U
ycTaHOBHeHl/lﬂ JIMYHOCTU HaA OCHOBC Hay‘lHO JOKAa3aHHbBIX U HAACXKHBIX METOOOB U
TeXHOHOFl/lﬁ l/l/I/IJ'II/I IlpyFI/IX 06LI‘1H]:IX, KIMHUYCCKHUX HJIHU KOCBCHHBIX JOKAa3aTCIbCTB,
KOTOpI)Ie l'lpl/l?)HalOTC}l l'lpl/leMJ'IeMbIMI/I nu KOTOpre paHee 6]:1.]'11/1 l'lpl/lH}ITI)I Hay‘leIM co-
00IIECTBOM;

b) Ha/JeXalue METOJbl NMPUBJICUCHHUS 3aMHTEPECOBAHHBIX OOLIMH U Ce-
Meil K IpoLeaypaM 3KCTyMaliK, BCKPBITHS U UIEHTUDUKAINY;

c) OpOIEaypHI epeladyl CEMbE OCTAHKOB.

14. Heo6xonuMo Takke OTMETUTH, YTO BO MHOTUX pailoOHaX MHpa MCIOJb30BaHUE
METOJI0B CyIcOHON MEIMIIMHBI MPHU PACCICIOBAHNU HAPYIICHHUI MpPaB YelioBEKa BCE
elle He sBJIsAEeTCSH CTaHIapTHOM mnpakTukoil. HecmoTps Ha TO, 4TO 3a mocienHue
20 et TeXHOJIOTHYECKHUN pa3pbiB B 00JaCTH CYNeOHON MEIUIIMHBI COKPATHIICS B Psi-
Jle peTHOHOB MHUpa, 00JaJal0UIUX MEHEE 3HAUUTEIbHBIM TEXHUYECKUM MOTEHIIMAIOM,
JoBepre K OPUIHATBHBIM CYAeOHO-MEIUIIMHCKUM YUPEKJACHUIM IMO-TPEKHEMY OC-
TaeTcsi cepbe3Hoil mpoOiemoi. Pemaroniee 3HaueHHe ISl YAy4YIIEHUS pPe3ylbTaToB
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nux pa6OTBI 1 NOBBINICHUSA TOBEPUA K HEH MMCIOT COBCPIICHCTBOBAHUC TEXHUISCKOU
0as3bl U opraHusanusa HpOCI)eCCHOHaHLHOﬁ NOATOTOBKH.

15. HecMmoTps Ha ompejaeleHHbIE CABUTH B 3TOW 00JacTH, MO-NPEXHEMY KpaiHe
BaXHO, XOTS W OYEHb CIOXXHO, 00ECICUYHTHh NPOBEICHHE HE3aBUCHMBIX CyHZEOHO-
MEIUIIMHCKUX HCCIEAOBAHUM WM CONPOBOXACHHE HE3aBHCHUMBIMH JKCIIEPTaMHU
JIOJKHOCTHBIX JIMI] CyJeOHO-MEINIMHCKHX YUPEXKICHHH MPHU pacciefOBaHUHM Hapy-
meHuil npaB denoBeka. CyneOHO-MEIMIHHCKHE 3KCHEPTH3bI, KOTOPBIE IPOBOASTCSA
CHUJIaMHU TOJBKO HEAOCTATOYHO MPO(eCCHOHAIBHO MOATOTOBJICHHBIX 3KCHEPTOB HIIA
YUpEXKJEHUH, Y KOTOPBIX MOT'YT BO3HUKATh KOH(MIMKTHE HHTEPECOB, YaCTO BBI3BIBAIOT
HEYIOBJIETBOPEHHOCTh CeMeil )KepTB M 00OIIECTBa B IIEJIOM, M KaK CIEJCTBHE BBIJIBH-
ralorcs Tpe0oBaHMs, Kacaloluecs: IPOBEACHHS JOMOITHUTEIbHBIX PACCIEIOBAHNH.

16. He menee BaxHBIM BOIIPOCOM ABJIACTCSA IMOATOTOBKA W IMOBBIIICHUE KBaJ’II/ICI)I/I'
Kanuu MCECTHBIX CyI[C6HO'M€,I[I/IHI/IHCKI/IX 3KCIEPTOB. HCCMOTpSI Ha MIUPOKOEC NMpU3HaA-
HHUE€ CYMIECTBEHHOI'O BKJIaJga MEXAYHAPOAHBIX I'PYIIII Cy,[[e6HO'MCI[I/IHI/IHCKI/IX JKCIep-
TOB, Y4aCTBYIOIIUX B IMOHWCKAX IMPOIaBHINX 0e3 BeCTH HIIH HCYC3HYBIINX JHUI[ B pe-
3yJapTaTe BOI71H, BHYTPCHHUX KOH(l)JII/IKTOB " OEATCIBHOCTU PENPECCUBHBIX PEXUMOB,
KpaﬁHC BaXXHO, 4yTOOBl OHHM HE OrpaHUYHMBAJIN CBOI JACATCIBHOCTH CyﬂC6HO'
MC,I[HHI/IHCKOﬁ 3KCHCpTH3OI71 WM aHaJIUu30M, a COTpyAHHU4YaJIu C MECTHBIMH cy;[e6H0-
MEIUIIUHCKUMHU 3KCIEPTAMHU, CI0COOCTBOBAIU HX HpO(I)eCCPIOHaJIBHOfI MOATOTOBKE H
IOBBINICHUIO HX KBaJ’II/I(bI/IKaLII/II/I. 9T1OT BOIIPOC MMEET BECHbMaA BAXXHOE€ 3HAYECHHE IIO
LEeI0oMY psaAy IPUYHUH, B YACTHOCTH ITOCKOJIBKY:

a) B HEKOTOPBIX CTPaHaX U OMO3HABAHMS ’KEPTB HapyLICHUH MpaB Yeio-
BEKa METOJIaMH CyIeOHO-MEAMIIMHCKON 3KCHEpPTU3bl TPeOyeTCs NPONOKUTEIbHOE
BpeMs. MexXayHapoJIHbIE TPYNNbl OOBIYHO JIMIIb KPaTKO yYacTBYIOT B paboTe Kax-
JI0H OTIENBHON MHCCHH U TOJIBKO B TEUCHHE HECKOIBKUX JIET, B TO BPeMs KakK HaIlHO-
HaJbHBIE CIIEIUAJIHCTHl MOTYT HOJHOCTBIO 3aHMMAaThCs 3TOH paboToil 10 OKOHYa-
TEIBHOTO BBIICHEHHS JEIa;

b) BO MHOTHX CTpaHax cyneOHas MeIWIIMHA HEIOCTAaTOYHO pa3BUTa WU
MOYTH OTCYTCTBYET KaK TakoBas, M B OOJBIIMHCTBE CIy4aeB METONBI apXeoJorHhye-
CKOM, aHTPOTIOJIOTHYECKOH W TeHeTHIECKOW IKCIIePTH3EI MPUMEHSIIOTCS KpaifHe peaKo
UJIU K€ He MPUMEHSIOTCS BOBce. Vcmonp30BaHne B cyne pU3MIECKUX TOKA3aTEIbCTB
B IIEJIOM HOCHT OTpPAaHWMYCHHBIN XapakTep, a CBUACTENbCKHE IOKa3aHUS OOBITHO
MPEeCTaBIAIOTCSA B YCTHOHM popme. B 3Toi cBsA3M myTem oOydeHUs WM CO3TaHUS Ha-
OUOHAIBHON TPYNIBl CyIcOHO-MEIUIIMHCKUX JKCIEPTOB FJIH CHEHHATUCTOB IO CY-
neOHOW MeIUIIHE C [eNIbI0 PeIICHUs YIOMSHYTONH IpOoOIeMBl B IIEJIOM MOXHO OymeT
IOOUTHCS YIYUIICHUS YyTOJIOBHOTO CYIONPOU3BOACTBA M HAa 3TOW OCHOBE COONMIOACHUS
3aKOHa;

c) TPYNIIB HAIMOHAJIBHBIX 3KCHEPTOB MOTYT Ooisee 3¢ hexTHBHO paboTaTh
B MHTEpecax ceMei )KepTB M MX OOUIMH, MOCKOIbKY OHHM TOBOPAT HA TOM XK€ SI3BIKE,
MpUHAJIEKAT K TOW K€ MIN CXOJHOHU KyIbTYpe HJIN K€ MEPEeXUIN aHAIOTHYHBIE CO-
OBITHSA, U 3a49aCTYI0O HCKPEHHE CTPEMSTCS yITy4YIIUTh IOJOKEHHE B 00JIacTH MpaB de-
JI0OBEKa M BEPXOBEHCTBA IIPaBa B CBOUX CTpaHax.

17. IlpaBurtenscTtBo KonyMOMHM HOMONHHUTENHHO PEKOMEHAOBAJIO YyYHTHIBATH Clie-
JIyIOIIEe MOMEHTHI IIPU NMPOBEJCHUN BCEX MEPONPHUITHI 1O YCTAHOBIEHHUIO JHMYHO-
CTH XEPTB HapyUICHUH MpaB YeJI0BEKa U MEXIyHApPOAHOTO TYMaHUTAPHOTO IIpaBa:

a) pacciienoBaHUs ITOJDKHBI HOCHTH KOMIUIEKCHBIH XapakTep, T.€. Ipeay-
CMaTpHWBaTh HE TOJHKO HaJEXHOE OMO3HAHWE OCTAaHKOB, HO WM BEBIICHEHHE 00CTOS-
TEJIBCTB, COITYTCTBOBABIINX THOETH JIOICH;
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b) TPYHNIIBI TI0 PAacCiEeIOBAHWIO B COCTaBE BBICOKOKBAIH(DHUIIMPOBAHHBIX
9KCIIEPTOB AOJKHBI HMETh BO3MOKHOCTH pabOTaTh B CTAOMIBHBIX YCJIOBHSIX HAPALY
CO CHEIUAIUCTAMH JPYroro npodus;

c) o0paboTka WHpOpMANHWK, MOJYYEeHHOHW B Tpoiecce paboTH, TODKHA
OCYLIECTBIIATHCS Ha COIJIAaCOBAHHOI OCHOBE, YTO ITO3BOJHT OTCIIEKHUBATH XOJ pazou-
paTensCTB, NPOBOIUTH KOHCYJIbTAlMU M CHa0XaTh NaHHbBIC MEPEKPECTHBIMH CCHLIKA-
MH, obecleyuBas TeM CaMBIM IOBBILICHHE KauecTBa paccieJOBaHHsS, OCOOCHHO B
CiIy4asiX COBNAICHHS PaMOK CXOIHBIX pacclieZOBaHUN. DTOr0 MOXHO NOOHMTHCS 3a
CYeT MCIIOJIb30BaHUS BCEMH TPYIIAMHU B PA3IUYHBIX palOHAaX CTpPaHbl SAMHON KOM-
NBIOTEPHON IPOTPAMMBI ¢ OIPAHHYCHHBIM JOCTYIIOM, YTO K TOMY ke OymeT crnocob-
CTBOBATb MMOBHIIICHUIO OE30IIACHOCTH JaHHBIX;

d) MEPOTPHUATHS 10 UACHTU(HUKAIUN JODKHBI KOOPAMHUPOBATHCA C MpPH-
BIICYCHHEM CMEIIAHHON TPYIIBI CIEIHUATNCTOB, BKIIOYas 1aTOJIOT0AaHATOMOB, Cyne0-
HO-MEAMIMHCKHUX 3KCIEPTOB, PaJHOIOTOB, aHTPOIOJIOTOB, OZOHTOIOTOB, CIEIHANIN-
CTOB 1o JakTtuiaockonuu, gororpados, MopdoraoroB u cyneOHbIX TeHETHKOB. Takoi
COCTaB TPYMMbI TO3BOJHUT MOBBICUTH 3P (PEKTUBHOCTD MPUHATHS PEIICHUH O TOM, Ka-
KM€ MMEHHO AaHAJM3BI CIEAyeT NMPOBECTH JJIsI OKOHYATEIbHOW HMIEHTH()HUKALHH OC-
TAaHKOB C y4€TOM OCOOCHHOCTEH KOHKPETHOTO PacClIeAOBAaHHS, €r0 HCTOPHH H yKe
BBISIBIICHHBIX (JAKTOB,;

e) HaJJexamee obOpamenue ¢ mpobamMu I TEHETHYECKOW 3KCIIePTH3BI
IOJKHO 00€ecIeuYnBaThCSI C MOMEHTA UX B3sATUS Ha MecTax. C 2TOH Lebio;

)] BCE MPOLECCHI B3ATUS MPOO MOJIKHBI MOJTHOCTHIO JOKYMEHTUPOBATHCS U
OpeaBapsAThCS YETKHUM U MOAPOOHBIM HHCTPYKTaXXEM OTBETCTBEHHBIX 32 3Ty
paboTy I5MI, a TaKXkKe COMPOBOXKIATHCA IMPUMEHEHHEM YHHU(DHUIIUPOBAHHBIX
OpoLeayp ydera Ha BCed TEpPUTOPHH CTPaHbl U MPEJAOCTABICHHEM TOTOBBIX
KOMIIJIEKTOB ISl 0TOOpa mpoo;

i) BCE MPOOBI TOJHKHBI KOTUPOBATHCS 110 €IUHOW CUCTEME,;

iii) HeoO0XOIMMO ONMpaNIMBATH POJACTBEHHUKOB JKEPTB JJIS MOJY4YCHUS BCel
HeoOxoauMoll MH)OPMANMH O MECTOHAXOKIACHHH HMX ONMKAWIIMX KPOBHBIX
POJACTBEHHHKOB M BO3MOMKHOCTSX YCTAHOBICHHS KOHTAKTa C HUMH C LENIbIO
BBISIBJICHHS COBIAACHUI TCHETHYECKHX XapaKTePUCTUK MU IOJYICHHS HH-
bopManuu 0 OPYyrux THMax Opod, B YACTHOCTH OOPA3IOB JIMYHBIX BELICH,
Ouoncuu Wik GMONOTHYECKHX TKaHEel, KOTOPBIE MOTYT OBITh B3SATHl M HCIIOJNb-
30BaHbl ISl HACHTH()UKALIH KCPTB;

iv) HEO00XOIMMO NOKYMEHTHPOBATh B3ATHE MPOO y POACTBEHHUKOB JKEPTB,
B TOM YHCJE C MPUMEHEHHEM HaOOpOB IS B3ATHS HpoO, BKIIOYAIOMINX BCE
HEOOXOAMMBIE NI 3TOTO MaTepHaibl, a MMEHHO YEeTKHE, KPaTKHe U KOHKPET-
Hble WHCTPYKIHUH ISl COTPYAHUKOB, IPOBOIAIIUX B3SITHE MPOO, W A POICT-
BEHHUKOB JXEPTB, C Pa3bsICHCHHEM METOIHMKH TEHETHYECKOW IKCIEPTH3HI U ee
BO3MOXXHBIX PE3YJIbTaTOB, a TaKXXe C yKa3aHHEM TOTO, Kyaa cieayeT obOpa-
maThcs 3a WHpOpMaImued WIM KOHCYNBTAIlMAMH M Kak 3aloNHATH ONIaHKH O
CO3HATEIBFHOM COTJIACHH B COOTBETCTBUH C HOpMaMHU OHOSTHKH;

V) cleqyeT CHCTeMaTH3UPOBaTh NaHHBIE A obecmedeHus Oonee 3 dex-
TUBHOTO OTCJIC)KUBAHUS NPOO, MpOLeIyp U Pe3ylbTaTOB BO BCEX YYacCTBYIO-
KX J1abOpaATOPHSIX;

Vi) HEOO0XOIMMO HallaluTh MPEJOCTaBICHUE AAHHBIX O BaXXHEHIIMX HAXOM-
KaX ¥ SKCTYMaIUsAX, B TOM YHCJIE O KOJUYECTBE HAWIECHHBIX TeJ, THIIE 3aX0pO-
HeHus (MepBUYHOE WIIM BTOPUUYHOE), O JIOOBIX 0COOCHHOCTSX MOUYBBI, KOTOPHIE
MOTYT IOBIHATH HAa PE3yNbTAaThl TEHETHYECKOH JIKCIEepTH3bI, a Takxke 00 00-
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meM COCTOSAHHUHU HaﬁHCHHLIX OCTaHKOB C yKa3zaHUEM, OBLIIO JU TEJO HaI\/'I,IleHO
IMMOJITHOCTBIO HJIM K€ TOJIBKO €TI0 YaCTH, UMCIOTCS JIN NMPEAIIOJIOKEHUA OTHOCH-
TECJIBHO NPUHANJICIKHOCTH OCTAHKOB W BXOIHWJIIHU JIM B YHCJIO XEPTB Onu3KHe
POACTBEHHUKH U, €CJIM BXOJAUJIH, TO KaKOBa CTECII€Hb UX POACTBA U T.[.

CyneOHO-MeTUIIMHCKASI TEHETHYECKAS IKCIEPTU3a
U MpaBa 4yejioBeKa

HanuoHajbHasi NPAKTUKA UCIMOJb30BAHUS METOA0B Cyle0OHO-
MeINIMHCKON reHeTHYEeCKOi IKCIEPTH3bI JIJIsl OTIO3HAHUSA KEPTB
cepbe3HbIX HAPYLIEHUH MeKAYHAPOIHO NPU3HAHHBIX NPaB
YeJIOBEKA M TYMAHUTAPHOIO NMPaBa, a TaKxke 100poBoJIbLHOE
Cco3IaHHe 0AHKOB INeHeTHYEeCKHUX JaHHbIX

18. B ApreHTHHE NOANHCAHO COTJIAIIEHHWE MEXAY APreHTHHCKOH cIyx0oi Menu-
ko-cynebno# antpononorun (ACMCA), a takxke MUHHCTEPCTBOM 3paBOOXPaHEHUS
n XpaHWINIEM HanuoHaiabHOI maMsatu npu Kannenspun Cexperaps mo mpaBaMm de-
JI0OBEKA C IEJIBI0 peaJM3alUy U MoAAepkKH "JlaTHHOaMepHKaHCKOW MHHUIIMATHBBI 110
OTIO3HAHUIO MCUYE3HYBIIMX JHI B ApTeHTHHE. DTa MHUIMATHBAa HAIPaBJICHA Ha 3Ha-
YUTENBHOE PACIIMPEHUE HA PETHOHAJIBHOM M MECTHOM YPOBHSAX pabOTHI IO OMO3HA-
HUIO OCTAaHKOB JKEPTB MOJUTHYECCKH MOTHBUPOBAHHBIX HACHIHCTBEHHBIX HCUE3HOBE-
Huil B JlatuHckoil Amepuke. Ha MecTHOM ypOBHE 3TO COTIJalleHUE MPEANoJaraeT
B3sITHE aHAIM30B KPOBH B IeNsIX MpoBeneHns >kcreptussl JJHK ¢ nmepenaueit pesyns-
TAaTOB B apXWBbI, paboTaIKue MOJ 3THA0H XpaHWIUINA HAUOHAIBHOW HaMATH H
[10J] COBMECTHBIM ylipaBiaeHueM Xpanunuia u ACMCA.

19. Cornamenue BKJIO4YaeT 00s3aTebHOE JIJIS BCEX CTOPOH IOJOXKEHHE 0 KOH(pH-
JIEHIMAIBHOCTH, KOTOPOE MPEJHA3HAuYCHO AJIS 3aIlUTHl JOHOPOB IIYTEM IOJYYCHUS
X OCO3HAHHOTO cornacus. B cBoio odepens, JOHOP UMEET NPaBO Ha 03HAKOMJICHHUE C
reHeTH4Yeckoil mHpopManueil, moaydeHHOH B pe3ynbrare aHanmsza mnpod. Joctynm x
mpo6aM, MOMEIIEHHBIM B 0aHK Te€HETHYECKHX IAHHBIX, UMET Toimbko ACMCA u
Kanuenspus Cexpetaps no npasam denoseka. O0a 3TUX yupexkACHHUS MOIIHCAIH CO-
rIaneHne 0 KOHGUISHIINAIbHOCTH ¢ MUHUCTEPCTBOM 3paBOOXPAHEHUS, U €IIE OJI-
HO cornmamenue Obuto 3akimtoueHo Mexay ACMCA u reHeTH4ecKUMH JabopaTtopus-
MU, IPOBOAAIIMMH aHaNIU3bl Mpo0. MHpopManus o pesyiabrarax aHanau3a Npod HOCUT
CTpOTO KOH(PHUACHINATBHBIA XapakTep.

20. Tenermueckas »KcmepTH3a NpoO KPOBH BKIIOYAET COMOCTABICHHE T'eHETHYE-
CKUX MapaMeTPOB KPOBU C XapaKTEPUCTHKAMH MPOO KOCTHOW TKaHM, B3ATHIX H3 OC-
TaHKOB BO3MOJKHBIX YJIEHOB ceMeil. Bech mporecc ucciaenoBaHuii aBisieTcs OecmniarT-
HBIM JUIS WieHOB ceMell. HeoOxommMo Takke HAllOMHHUTBH, 9TO MpHU coaeiicTBuu Mu-
HHUCTEPCTBA MHOCTPAHHBIX JEN, MEXIyHAPOJAHOW TOPTOBIU U PEIUTHO3HBIX KYIBTOB
ApPTeHTHHBI B psJie CTpaH Halla)keHa CUCTEeMa B3ATHS MPOO KPOBH.

21. B pesynbrare co3ganus HanuoHanbHOro 0aHKa reHETUYECKHX JAHHBIX Ha OC-
HoBe 3akoHa Ne 23.511 ot 13 mas 1987 roma ApreHTHHA MOATBEPANIIa CBOIO PEIIH-
MOCTh BCEMH JOCTYMHBIMHU CPEICTBAMH MOJYYUTh HHPOPMAILMIO O MECTOHAXOXKIE-
HUU JeTel, KOTOpbIe ObUIH MOXUIICHBI BMECTE C POJUTEIAMU HIU POXKIACHBI BO BpEMs
HaXO0XKJICHHS UX Marepell B 3aKJIIOYCHUHU WM KOTOPble OBLIM OTHSATHI y pOAMUTENCH U
KOTOPBIM ObLIIM JaHbl HOBbIE MMEHA JHUIAMHU, MPSMO HIH KOCBEHHO CBSI3aHHBIMH C
rocyIapCcTBeHHbIM Teppopu3dMoMm. biarogaps HaunuonanbHOMy OaHKY TeHETHYECKHX
JMAHHBIX yAAJ0Ch C HAYYHOW TOYHOCTHIO yCTaHOBHUTH JindyHOCTh 101 pebenka, KoTo-
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pbIC ObLIH MOXHUIICHBI U KOTOPBIM ObLIH JaHBbl HOBBIEC UMC€HA, a TAKXEC BEPHYTHh UM HUX
COOCTBEHHBIC MMEHA U (I)aMI/I.TII/II/I U BOCCTAHOBUTHb UCTOPHUIO UX KHU3HHU.

22. B HOs6pe 1992 roma moauTHKA MPaBUTENBCTBA MOJy4YHIia HOBOE pa3BUTHE, KO-
roa Ha ocHoBaHmMM 3akoHa Ne 25.547 Owira cosmana HammonanbpHast KOMHCCHSA 11O
npaBy Ha uaeHtudHocth (HKIIM) u yctaHoBiaeHsl paboure oTHOmeHus mexay HITO
u rocygapctBoM. OcHoBHas 3agada HKIIN cocTtouTt B oOecredeHnu mpaBa Ha WICH-
THYHOCTh W B OPTaHHU3AIMHU MOWCKA JETeH, HCUE3HYBIINX B TOAHl BOGHHOW NHKTATY-
pol. JIro6oii genoBek, poauBmiuiics B nepuoq ¢ 1976 mo 1983 rox u comHeBaromuiics
B CBOEM MPOUCXOXKACHUH NUOO CUHTAIOIMMI ceOs peOCHKOM IIHIl, HCUYE3HYBIINX BO
BpeMs TMOCIeHEeH BOSCHHOW OUKTATyphl, MOXXeT oOpaTuThcs 3a momombio B HKITN
I OTKPBITHSA JeNa O PacclieIOBaHUU €ro OMOJIOTHYIECKOTO MPOUCXOKIACHUS Oe3 BO3-
OyxneHus pa3OupaTenascTBa B cyae. Eciau 310 OymeT coutreno Heobxoxmmeim, HKITU
MOXeT MpoBoAuTh OecmmatHble >kcrneptu3bl JJHK B cotpynanuecTBe ¢ Hammonans-
HBIM OAHKOM F'€HETHYECKHUX JTaHHBIX.

23. B 2004 roxy Ilpe3uneHT CTpaHBl YUPEAMJ CUEHHAIBHBINH OTACH IO paccieno-
BaHHIO (pAKTOB MCUE3HOBEHHUS IETEH B pe3ysbTaTe akTOB rOCYAapCTBEHHOTO TEpPpPO-
pu3Ma. DTOT OTAEN OKa3bIBAET MOMOIIb MO JejaM O TAaKMX HCYC3HOBCHHUSX U UMEET
MpaBo MPOBOJAUTH COOCTBEHHBIE pacclie[JOBaHUs, Pe3yIbTaThl KOTOPBIX MOAJIEKAT Ie-
penauye CyaeOHBIM BIACTSM.

24. B centa6pe 2009 roma IlpesumeHt HampaBun B KoHrpecc 3aKOHOMPOEGKT O
BHECCHHH OIPEJCIICHHBIX M3MEHEHHUIH B NOPALOK paboThl M KoMmeTeHOUIo Harwo-
HaJbHOrO 0aHKa TEHETUYECCKUX TaHHBIX C LIEeNbI0 co3laHus Ooyiee 3pPEeKTUBHBIX Me-
XaHW3MOB YCTaHOBICHHS JIMYHOCTH JeTeil MCUe3HYBLIMX JIML. B pesynprare 3TOTrO
18 wos6ps 2009 roma Konrpecc nmpunsan 3akoH Ne 26.548 o HammonanpHOM OaHke
remeTnyeckux maHHblX. CormacHo craree 2 3TOro 3akoHa, 0aHK moJrkeH "obecredu-
BaTh cOOp, XpaHEHUE M aHAJIU3 TeHeTHYeCKOW nHpopMannn, HeoOX0AUMOil B KayecT-
Be JOKa3aTeJbCTBA JUJISl PacCleOBaHUS MPECTYIJICHUI IPOTHB YEIOBEYHOCTH, CO-
BEpIICHHBIX Ha TeppuTopuu ctpaHsl A0 10 mexabps 1983 roma, m comeificTBOBATH:
a) MOMCKaM M WACHTH()HUKAMK CBIHOBEH M/niy podepeil nCcue3HyBINUX JIML, KOTOPbIE
OBUIM MOXULICHBI CO CBOMMHU POIAMTENSIMU WJIM POXUIMCH BO BPEMs HAXOXKICHHUS UX
MaTepeil B 3aKJIIOYSHNH, D) TeHeTHYeCKOH HACHTH(GUKANUN OCTAHKOB XEPTB HACHIIb-
CTBEHHBIX NCYE3HOBECHUH".

25. 3akoH olecmeumBaeT 3aIlIUTy AAaHHBIX W WHPopManuu B XpaHUIHUIIE B COOT-
BETCTBHHU C 3aKOHOAATEIHCTBOM O 3alUTE JMYHBIX JAHHBIX U YACTHOU JKU3HH, a TakK-
’Ke TapaHTUPYET NMPOBEPKY 3aKIIOUEHUI IKCIIEPTOB TEXHUYESCKUMHU KOHCYIbTaHTAMH,
KOTOpbIE MOTYT Ha3HA4YaThCAd CTOPOHAMH B CYNeOHBIX pa3bupareiabcTBax.

26.  Yro kacaercs CanpBanopa, To MexaMepUKaHCKHH CyX IO IpaBaM YeJOBeKa B
cBoeM pemeHuu 1o aeny "cectpsl Ceppano Kpys mporus Canpagopa" o0s3ai rocy-
JapCcTBO €O31aTh CHCTEMY 'cOopa M COXpaHEHHsS T'CeHETHYSCKHX NaHHBIX, KOTOpHIE
MOTYT OBITh MCHOJB30BAHBI JUIS ONPEICNICHUS U YTOYHCHHS POJICTBEHHBIX CBA3CH U
OMO3HAHUS UCUYE3HYBUINX JIETEH M UX OIMKAHIIMX POACTBEHHUKOB"!,

27. Hpmemnee npasutenbscTBo CanbBagopa depe3 MHUHHUCTEPCTBO MHOCTPaHHBIX
JIe7 COOOUIMIIO, YTO OHO CYMTAET CBOEH NMepBOOUEpPEIHON 3anadeil BHIIIOIHEHHE pe-
KOMEHAAINI MEXIyHapOIHBIX OPTaHOB IO 3aIlWTE IPaB YeJOBEKa M, B YAaCTHOCTH,
CO3JJaHHE CHCTEMBI T€HETHUECKOH MH(POPMANMK ANi HACHTHQUKALUHN AETeH, ncues-
HYBIIUX BO BpeMs BHYTPEHHETO BOOPYKEHHOTO KOH(INKTA, C LEIbI0 MOCIEAYIONIEro
(hopMHpPOBaHHS HA €€ OCHOBE CHCTEMBI T€HETHUECKOW MH(POPMALNH C PACIINPEHHBIM
KpyTroM BEJI€HHS, BKJIOYAIONUM B ce0s OMO3HAHME XXEPTB CEPHE3HBIX HAPYUICHUH

1
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Cw. http://www.crin.org/docs/FileManager/IAC_EI_SalvadorForced%20disappearance.doc.
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IpaB deloBeKa BO BPeMsI BHYTPEHHETO BOOPYXKEHHOTO KOH(IWKTa, a TaKkXe COBpe-
MEHHBIX JXepTB Hacuiusi. HoBoe mpaBUTEIBCTBO TaKKe CTAaBUT IMepex coO0W 3amadqy
YKpeIUIeHWs Hay4HOTO IOTEHIMaja CTPaHbl B 001acTu cyneOHO-MEeIHITMHCKOW JKC-
MepTHU3bl, BKIOYAs CyIeOHYI0 TEHETHKY. JTO COOTBETCTBYET 3aHMHTEPECOBAHHOCTH,
MPOSIBICHHON NEeWCTBYIOMUMHE cyabsiMu BepxoBHoro cyna CanpBagopa, MOJBEIOMCT-
BEHHBIM yUpeXKJACHUEM KOTOpPOTO sBisieTcss UHCTUTYT cyneOHONH MEeTUITNHEL.

28. Ilo moBoxmy co3maHus 0aHKOB T€HETHYECKMX JaHHBIX B KomymOum cinexyer ot-
MeTuTh, 4T0 B 2003 Tomy B pamkax mporpammsl "Ilman Komym6uun" T'ocymapctBeH-
HbI#t nenapramenT CoenmHeHHBIX [llTaTroB AMepuku nepenan B gap KoxymOuu oObe-
nunennyto cuctemy JHK-unaexcanuun (KOJUC) mo nunuu MexayHapogHoit mpo-
IrpaMMBI COJEeHCTBHS MPo(eCcCHOHANBHOW MOATOTOBKE B 00JIaCTH YrOJOBHBIX paccie-
JIOBAaHUH C IEJBI0 MOJJEPKKH CyIAeOHBIX pacciel0BaHHM, TIaBHBIM 00pa3oM IO pe-
nunuBHEIM npectymieHnssM. KOAWC npencraBuser co00oif KOMIBIOTEPHYIO CHCTEMY,
B 0a3e naHHBIX KOTOpOoH xpaHsaTcs npodumin JJHK, koTopele MOTYT CONOCTaBIATHCS C
JTAHHBIMU JIHII, T0JO3PEBAEMbIX B COBEPIICHHH IPECTYIICHUH.

29. baza JaHHBIX HAXOOUTCS MOA KOHTPOJIEM MC)KI/IHCTI/ITYTCKOFO IOAKOMHUTETA 110
TCHCTHKE, KOTOpLIﬁ paccMarpuBa€T €€ B Ka4€CTBE 'IHaHHOHaHLHOﬁ 6asbl JaHHBIX
O TCHECTUYCCKHUX HpO(bI/IJ'ISIX JJIA HUCITOJIB30BaHHUA B Cy,I[C6HLIX paCCJ’ICZ[OBaHI/IﬂX", OI1-
peaeciiaeT MOpAIOK €€ pa6OTI>I, OrpaHUYCHUA NOCTyIla W HCIIOJb30BAHHA [AaHHBIX,
pa3pa6aTLIBaeT PYKOBOACTBO IJIsA IMOJIb30BaTeIeH U YyCTaHaBJIMBAC€T KaTE€TOPHUU Xpa-
HCHUS T€HETUYCCKHUX JaHHBIX, @ UMCHHO.

e upekc

» JloxazaTenbCTBa, U3BATHIE HA MECTE MPECTYIIICHUS
* JlaHHBIE OCYXXJEHHBIX JIUII

* OcTaHKH HCYE3HYBIIHX JIAII

* JlaHHBIE POACTBEHHHUKOB MCUYC3HYBIIUX JIHII.

30. HanuonaneHas 0a3a JaHHBIX T€HETHYECKUX NMpodUIEH, MpeJHa3HAYCHHBIX IS
UCIIOJIB30BAaHUSA B CyNEOHBIX paccllefOoBaHUAX, o0NanaeTr BceMH HEOOXOIUMBIMHU
CpeAcTBaMHU 3amuTH MHpOpMAnuu U obecrnedynBaeT. KOHOHUIACHINAIBHOCTh HHPOP-
Malli¥ ¥ YYETHBIX 3aliCeH; OrpaHNYCHHS 110 XPaHEHHIO, IOMYCKY W MCIIOJIb30BAHUIO
JTAHHBIX; KOHTPOJb 3a MOPSAKOM Iepenadu oOpas3iioB B COOTBETCTBHH C JIEHCTBYIO-
UM 3aKOHOAATEIbCTBOM; pPa30MBKY MaHHBIX, T.€. MPUCBOCHHWE WHAMBUAYAJIBHOTO
KoJla KakJoil oOpabarsiBaeMoil mpobe n ero BHeceHne B 0a3y HaHHBIX; HCIOIb30Ba-
HUE ITOJYyYEHHOH Ha OCHOBE NMPOO TeHETHYECKOH MH(pOpPMAIUU CTPOTO IS Lelel
OTIO3HAHHUA; TOATOTOBKY OTBETOB Ha 3aIPOCHl TOJIBKO KOMIIETEHTHBIMH OpTaHAMU,
a Taxke 0TOOp MpoO B IMOJTHOM COOTBETCTBHUHU C OCHOBHBIMH IpaBaMU M HaaJIeKamien
MPOLENYPOH B COOTBETCTBUHU C JCHCTBYIOIIMM 3aKOHOM MOCJE MOJIYyYECHHUS] OCO3HAH-
HOTO COTJacusi ¢ COOMI0ACHNEM HOPM OMO3THKH, PETYINPYIOMNUX IPOBEJEHNE HCCIIe-
JIOBAaHUU Ha YEIOBEKE.

KoHTekcTya/ibHBIE pAMKH U OCHOBHBbIE KOMIIOHEHTHI TEKCTA,
Kacawumerocs cyiedHo-MeIUIMHCKONH reHeTHYeCKOM IKCIePTH3bI
U MpPaB 4YeJioBeKa

31. B nocnenHue 1Ba JAECSATUIETHS BBIIBHIMCH OYEBHJHBIE MpPEJAEINbl IOMBITOK
naeHTU(PUKAMU OCTaHKOB XXEPTB HapYLUIEHUH NpaB 4eJioBeKa W JIUI[, UCYE3HYBIIUX
B pe3y/bTaTe BHYTPEHHUX KOH(JIMKTOB WJIM BOWH, C UCIIOJIB30BAHUEM TOJIBKO aHKET-
HBIX JJaHHBIX, MPMKU3HEHHON MEAMIIMHCKOW MJIM CTOMATOJOTHYECKOH MHpOpMaluu.
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B sT10i cBA3M BaxkHEHIIyI0 poib NMpUOOpeTaeT cyneOHO-MeANIMHCKAs TeHeTHIeCcKas
9KCIIEPTU3a PE3KO IMOBBIIIAIOIAS BEPOSITHOCTh OMO3HAHHS ropa3fo OOJBIIETO KOJIH-
YeCTBA OCTAHKOB, a 3HAYUT ¥ BO3MOXHOCTH YTEHICHHUS CEMEH XKEepPTB, a TaKXKe MOJAro-
TOBKHM JJOKa3aTeNbCTB U TeKYLIMX U/UIH OyAYIIHX CyNeOHBIX IIPOIIECCOB.

32. Pa3BuTHE TEXHOJOTHHU AOINYCKAET PEalu3alHI0 KPYMTHOMACIITAOHBIX MPOEKTOB
TeHETUYECKOM SKCIEPTHU3bI C [EIbI0 OMO3HAHMS )KEPTB HAPYIICHUH MPaB YeJIOBEKa.

33. Co3pmanHue 6a3 NaHHBIX O POACTBCHHHKAX HCUYE3HYBLIMX JIMI UMEST BaKHEH-
mee 3Ha4CHUeE JUIsl KPYMTHOMACIITA0HBIX HIPOEKTOB 10 UACHTH(GHUKALMH, KOTOPBIE MO-
I'YT OCYIIECTBISATHCS OJHOBPEMEHHO HMJIM PealM30BBIBAaTHCS B OyaymieM. Uem monHee
0aHK JaHHBIX O POJCTBEHHUKAX XEPTB, TEM BBILIC BEPOATHOCTh UACHTHHUKAIMH 006-
HapyXEHHBIX OCTaHKOB, KOTOpBIE, KaK Mpelnoiaraercs, NpuHaIJIexkaT KepTBe Hapy-
IICHHS IIpaB YeJIOBEKa MM YEJIOBEKY, ponaBuieMy 6e3 BECTH B XOJ€ TOI'0 WJIH HHOTO
KOH(DIUKTA.

34. Co3pmanue Takumx 0aHKOB JaHHBIX TaKXe MO3BOJHUT MPOAOIKATH NaIbHEHUIIYIO
paboTy mo HIeHTU(HUKALNHN XEPTB MO Mepe OOHApYyKEHHsI HOBBIX 3aXOPOHEHHUH He-
3aBHCHUMO OT Hannuus WHpopmamuum o060 BcexX pOACTBEHHHWKaX. Bmecre ¢ Tem mo-
MOIIb CO CTOPOHBI AaCCOIHAIMH POJICTBEHHMKOB HCUE3HYBIIMX M IIPOMABIINX 0e3
BECTH NI O-TIPEKHEMY COXPaHsAET CBOIO aKTyaJbHOCTb.

35. Ilpucrymas k QopMHpOBaHHIO OaHKa TEHETHYECKHX MaHHBIX, HEOOXOIHMO
YETKO MPOIMHCATh €ro LelH, OTPAHMYCHHS M0 HCIONb30BAHNUIO, 0KHIAEMBIE PE3Yib-
Tarbl paboThl, TpeOOBaHUS B OTHOLICHUH IOJIYYEHHs COIIacusi, KOHOHUICHIHAIBHO-
CTH ¥ HCTIOIb3yeMBIX Ipoueaypax. COOTBETCTBEHHO NPH CO3AaHUM OaHKAa reHeTHde-
CKMX MaHHBIX O POACTBEHHHMKAaX HCYE3HYBIIMX MIM NPOMABIINX Oe3 BECTH >XEPTB
CIeAyeT ONpeIeIuTh €ro KOHKPETHBIE 3a1adyl U OTPAHWUYEHHUS U C CaMOro Hadala or-
nacuth uX. Tak, mo mMHeHHI0O ACMCA, QyHKOHE Takux O0aHKOB JAHHBIX JOJKHEI
CTPOTO OTPAaHWYUBATHCS ONO3HAHMEM OCTAHKOB JKEPTB KOHKPETHBIX COOBITHH, KOTO-
pBI€ TOJDKHBI OMpPERENAThCS 10 Hadana pabor. Jlloboe nanmpHelniee MCIIONB30BaHHUE,
JlaXke MCCJIeIOBAHNE TeHETUYECKUX AaHHBIX WIIM NMPOO B HAYYHBIX LENAX, HE CBA3aH-
HBIX C YCTAQHOBJIEHHEM JHMYHOCTH, CJIEAYeT 3aNpEeTUTh HIJIM AONYCKAaTh TOJBKO C
MMCBMEHHOTO COTIacus JOHOpPoB mpob. Llenn co3nanus Takux OaHKOB JaHHBIX HHKO-
r7a He JOJDKHBI IpelycMaTpUBaTh KOMMEPUIECKOe MCIOJIBb30BaHNE TeHETHUECKOH HH-
dbopmanum.

36. IIpum obOpa3oBanmM 0aHKOB NaHHBIX HEOOXOAMMO OTPENETUTHCSA, OYAYT W OHU
3aHUMAThCS UCKIIOYUTENBbHO cOopoM mpod minu xe OyayT Takxke oOpadarwiBaTh WX
U COMOCTABIAThH C TCHETHYECKUMH JaHHBIMH OCTAaHKOB KepTB. HBIMHU cllOBaMH, CO3-
JaHue O0aHKa TaHHBIX 3HAMEHYET COOOMW JIMINb Hadyajo JJIUTENBHOTO Ipollecca ycTa-
HOBJICHHUsS JMYHOCTH. Clada aHaJIM30B JOJKHA OBITH TOOPOBOJBHOM, U Iepel mepe-
Jnadeil JOHOpaMH Mpod UM HEOOXOAUMO IPECTABIATh YBEJOMIICHHE C Pa3bICHEHHEM
Heiei MpoeKkTa, ero paMoK, OrpaHMYeHHUIl Ha UCIONb30BaHUE NPOO W rapaHTUH He-
pasriaiieHus AaHHBIX O JOHOpE, Hapsay ¢ APYTUMH MOSCHEHUSIMH. baHKH HaHHBIX
JIOJDKHBI yCTaHaBIUBATh MOPSAA0K 0TOOpa Mpo6, BKIIOUA:

a) MEXaHH3MBl KOHTPOJS M OIEHKH INPH B3ATHH MPOO y MENeBBIX TPYHI
HaceneHud. IIpomaBmue 0e3 BeCTH MMeEIOTCS B JM0OOM oO0mecTBe, OAHAKO OHH OT-
HIOOb HE 00s3aTEeNbHO BXOAAT B KPYT JHI, IS ONMO3HAHUSA KOTOPBIX CO3/JaeTcs OaHK
JIaHHBIX;

b) KOHTPOJb 33 NMPAaBWJIBHBIM B3ATHEM NPOO KPOBM MJIM CIIOHBI 0€3 BO3-
MOXHOCTH HX 3apakKCHHUS,

C) HCIIOJIb30BaHNE OOBIYHBIX HIIH HTPUXOBBIX KOAOB JIA 3aLIUTBI KOH(bI/I'
ACHIMAJTBbHOCTHU JAaHHBIX O XXCPTBaXx,
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d) KOHTPOJIb 332 XpaHECHHUEM M IIEPEBO3KOH MPOO 1O BCEH IIeNMOYKE OTBETCT-
BEHHOCTH 32 00€CIIeYeHHE UX COXPAHHOCTH.

37. baHku HAHHBIX JOJKHBI MMETh HAOIIOJAaTEIbHBIM COBET B COCTABE HE TOJLKO
YUHOBHUKOB H CyAeOHO-MEIUINHCKUX YKCIEPTOB, HO U MPEICTaBUTENECH acCOUANHi
POACTBEHHUKOB MCUE3HYBIIMX FUIM MPOMABIINX 0€3 BECTH JHI[, MOCKOJIBKY 3TO BaXK-
HO JUIS y9eTa UX MHEHHH U MPeJOTBPANICHHS MOTUTHYECKOTO MAHUTITYIUPOBAHUS HITH
IPYTHX OTKJIOHEHHWH OT OCHOBOMOJATAIONMAX IPHUHIUIIOB NEITEIbHOCTH OaHKa JaH-
HBIX.

38.  OOs3aTenbHBIM YCIIOBHEM SIBISETCS COXPAaHEHHE KOH(PUACHINATLHOCTH JaH-
HBIX, KOTOPYIO MOXKHO JOCTHYb 33 CUET MCIOJIb30BaHUS IITPUXOBBIX KOJOB ISl Map-
KHPOBKH NpPOO POJCTBEHHHMKOB M XepTB. JlocTyn k Takoi HMH(pOpPMAIUU AOIKHBI
UMETbh TOJIHKO JOHOPHI MPOO, YICHBI COBETA IUPEKTOPOB OaHKA JaHHBIX U YIOJIHOMO-
YEeHHBIE JOJDKHOCTHBIC JIMNA U/UITH cyneOHbIe OpTaHbl.

39. Ilnan m pamku paboThl OAHKOB JAHHBIX OJKHBI Pa3bsICHATHCS IIMPOKOH 00-
IIECTBEHHOCTH, B YACTHOCTH POJCTBEHHUKAM JKEPTB, A0 CAaYH UMH MPOO KPOBU HIIN
CHoHBI. PekoMeHAyeTcss MPOBOAWTH BHEIIHIO MEPHOIUYECKYI0O PEBU3HIO OaHKOB
JIAHHBIX C MPHUBICYCHUEM TaKMX MEXAYHapOJIHO NMPU3HAHHBIX yUpexXACHUH, Kak Me-
xayHaponuslii Komuter Kpacnoro Kpecta. Cembu epTB Takke HMEIOT MpPaBO Ha
03HAKOMJICHHE C ACHCTBYIOMMMY B paMKax IIPOEKTa OrPAHUYCHHUSIMHU.

40. Vemex IMPOCKTAa BO MHOTOM 3aBUCHUT OT JOBEPUA K YUCHBIM UJIIU YUPCIKIACHUAM,
OCYIIECCTBIAIOIINM aHAJIN3 Hp06, U XPpaHUTECIAM OaHka JaHHBIX, MOCKOJBKY J€ia
O HApYIECHUAX IIpaB YECJIOBCKA 3a4aCTyI0 JaBaJii OCHOBAaHUA A HEOJOBEPHUSA K TOCY-
JapCTBEHHBIM YUPECIKACHUAM, BKIOYas OpTraHbl Cy,I[C6HO'Me,I[HI_[I/IHCKOI>'I OKCHIEPTHUIHI.

41. Tlpomecc omo3HaHUS TPeOyeT MEXAUCIUIIINHAPHOTO MOAX0/1a, HAYNHAS C HAJI-
JIEXKAIIETO M3BATUA M ONUCAHUS OCTAHKOB, COOpa COOTBETCTBYIONIUX JOKAa3aTEIbCTB
U aHTpomojornyeckoro aHamusa. Cienyer pacmosarate uHpopmanueir o0 UCTOpuu
Ka)XJOTO JieJla U MPaBUJIBHBIM HA0OPOM aHAIM30B, MOJTYYEHHBIX Y YJIEHOB ceMbH. [e-
HETUKH JOJDKHBI paboTaTh B YCIOBUAX HMOCTOSHHOTO B3aUMOJACHCTBUSA W OOMEHA HH-
¢dbopmManmeil ¢ aHTPONOIOTaMH, apXeoJoTaMH U CJIEe0BaTeIsIMU B MHTEPECax MOJIo-
TOBKH €IMHOTO OKOHYATEIbHOTO KOMIIIEKCHOTO AOKIaaa 00 MACHTH(QUKANUHA OCTaH-
KOB.

42. MexayHapojaHas KoMUccus o mnponaBumuMm 0e3 Bectu smunam (MKIIBJI) pa-
Hee ydJacTBOBaja B 0OCYXJEHHH BONPOCA O pa3pabOTKe MPaKTHUECKOro MOocoOus Ha
OCHOBE CBOEro 0OraToro omeiTa B 00JIaCTH MASHTH(HUKALINNA OCTAHKOB XEPTB Macco-
BBIX HAapyIICHWH NpaB dYeloBeKa. B pamMkax MOArOTOBKM HACTOSIIETO AOKJIAna OHA
MPOBOJMIA KOHCYJIBTAMH CO CHEIUAIN3UPOBAHHBIMU OPTaHU3ALMSIMHU W BUAHBIMHU
9KCIIEPTAMH 110 CyAeOHOH I'€HETHKE, B YACTHOCTH B IIEJSIX OOCYXICHHUS BO3MOXKHBIX
BBITOZ OT Pa3pabOTKH MocoOus Mo 3TOMy Bompocy mof arugoit Oprannsanun O0be-
nuaeHHbIX Hamuit. K ux uyncny otHocmmuck: Pabouas rpynma mo JJHK EBpomeiickoit
ceTH cymneOHO-’KCIepTHBIX MHCTUTYTOB, Komuccus mo JJHK MexnynapogHoTOo 00-
mecTBa cyneOHOW TeHeTHUKH, MMOJ STUI0H KOTOpoW Oblmm paspaboraHs "'Pexomenna-
UM OTHOCHUTEJBHO pPOJIN CyAcOHOH T'CHETHKH B OINO3HAHUHU JKEPTB KaracTpog
(OXK)"; yuactHuku paspaborku "PykoBoasimux npuHiuunoB AABK mo ycraHoBsie-
HUIO JTHYHOCTH ¢ moMmomipio aHamm3a JJHK B cmydasx maccoBoil rubenm mromei”;
npencrasutenu Haydnoit paboueit rpynmnel mo metomam ananuza JJHK Komurera mo
npomaBmuM 6e3 Bectn nunaMm CoexamHeHHBIX llTatroB AMepukmu, NMpeacTaBUTENH
Coro3a cyneOHO-MEIMIMHCKNAX HKCIIEPTOB 3a MpaBa YeJOBEKAa M T'yMaHUTapHBIE pac-
ciaemoBaHMs, MexayHapoJaHas HmporpamMma B 001acTH CyaeOHO-MEIUIIMHCKOH 3KC-
MEepTU3bl OpTaHu3alny "Bpaun 3a mpaBa 4yesoBeka' W 4iIeHbl PykoBoJsAIIEro KOMUTE-
Ta 0 HAYYHBIM IIporpaMMam B obnactu cyneOHo#H Menunuabl npu MKITBJI.
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43. BrimeynomsayTteie opranuzanuu 1 MKIIBJI eqnHOOYyIIHO BEICTYHAKOT B MOJA-
nepxky u3ydeHus CoBETOM IO TpaBaM dYeJIOBEKa NMOTCHIMala MPUMEHEHUs cyneod-
HOIl TeHeTHKH B 00JIACTH MpaB YeJIOBEKa M NMPU3HAHUSA 11e1eco00pa3HOCTH pa3paboT-
KM PYKOBOJSIINX IPHHIUIIOB, KOTOPBIMU MOTIH OBl PYKOBOACTBOBATHCS MPaBUTEIb-
CTBA M JIpyrue CTOPOHBI NPH BEIPaOOTKE MOAXO0J0B K YCTAaHOBICHHUIO INYHOCTHU B Tpa-
BO3AIIMTHBIX KOHTEKCTAaX Ha OCHOBE HAYYHOW METONOJIOTMH. BakHO OTMETHTBH, 4TO
cyaeOHO-MeIUIINHCKas TeHeTHUeCcKas KCIepTH3a ABIsAeTcs Hanboyiee CTPOTOil Hayd-
HOIl OCHOBOW YCTAaHOBJICHHUS JTUYHOCTH, U MEXKJIyHapOIHOMY COOOIIECTBY HAIJIEKHUT
ONpPENETUTh MEXaHU3MBI €€ MaKCUMAaIbHO 3P PEeKTUBHOTO IPUMEHEHHUS.

44.  Yro xacaeTcs BOIpOcCa O MOATOTOBKe pykoBoactBa Opranmzanun OO0beIuHEH-
HBIX Hamuii mo ncmonb30BaHUIO CyneOHO-MEIUIMHCKOW TEeHETHYECKOH SKCIEpPTHU3HI,
10 MKIIBJI cuutaer BecbMa CIOXKHBIM M U3JIMIIHUM COCTABJIEHUE U PETYISPHOE IO-
MOJTHEHHE PYKOBOJACTBA IO BOIMPOCAM HMCIOJh30BaHUSA CYyIeOHO-MEAMIINHCKOW TeHe-
THYECKON DKCIEPTH3hl HAa YPOBHE TEXHHYECKUX JAeTajied. YUUTHIBas TEMIIBI TeXHH-
YECKOTO Pa3BUTHUSA B 3TOW 0ONACTH W AUANa30H BO3MOXKHBIX TEXHUYECKHX MOIXOMOB,
OBLIO OBI CIWIIKOM 3aTPYOHUTEIHHO O00ECHeYMBAaTH COOTBETCTBHE TEXHHYECKUX pe-
KOMEHJIaliii TIOCTOSHHO MEHSIOIHUMCS WHCTPYKTHBHBIM YKa3zaHUsAM mpodeccuo-
HaJIbHBIX OpPTaHW3AIUH, KOTOPBIMHU OTPEACISAIOTCS TEXHUIECKHEe MOAXOIbl M MPaKTH-
YecKHe COOOpakeHMs, W OMPEAENATh MPH 3TOM TapaHTHH KadecTBa IUIH MepeloBYIO
MPaKTHKY.

45. Bwmecte ¢ TeMm OBUTO OBI MOJIE3HO MPEAYCMOTPETh B KAKUX-TUOO WHCTPYKTHUB-
HBIX MaTtepuanax Opranusanuun OObenuHeHHBIX Hamnuii: a) moBBIIIEHHE OCBEIOM-
JEHHOCTH O CyIeOHO-MEIMIIMHCKON T'€HEeTHYEeCKONW IKCIepPTH3e Kak 00 MHCTPYMEHTE
BBIIIOJTHEHHS IPaBUTEIECTBOM CBOMX 0053aTENBCTB B 00JIACTH IIpaB YEJIOBEKA, B TOM
YHclie, HO He HCKIIIOYMTENBHO B OTHOIIGHUH IponaBmux 6e3 BecTy; U b) tpeboBanune
0 NPOBEIEHUHU Takod pabOTHI, HACKOJIBKO 3TO BO3MOXKHO, Ha OCHOBE OOBEKTHBHBIX
Hay4HBIX MeTomoB. UTo KacaeTcs cyneOHO-MEeIUIIMHCKON IreHeTHYECKOM IKCIIEPTH3HI,
TO B TaKUX PYKOBOISIIUX NMPHHIMIIAX MOXHO OBIIO OBl Takke MPUBECTH HPHMEPHI
HnepeJoBOW NMPAKTUKH B 3TOH 00JIACTH IO TaKMM BOIIPOCAM, KaK aKKpeIuTanus 1ado-
paropuii, opHnHaIbHBIE MEXaHU3MbBl 00eCIeYeHHUs] KayecTBa, IMOATOTOBKA KaJpOB H
cepTHdUKALKS CIIENUATHCTOB-aHAIUTHKOB. [I09TOMY HET HUKaKHMX COMHEHHUH B TOM,
YTO MHCTPYKTHBHBIE MaTepuansl Opranuzaunn O6bpennHeHHbIXx Hanunii, paspaboran-
HBI€ B KOHCYJNBTALUAX C MPAaKTHKYIOLIMMH CIEHUAIHCTaMH IO CyneOHOH TeHeTHke,
OyayT BecbMa IOJIC3HBI.

46. 3amwuTa reHETHYECKOW MHPOpPMALHH U MOJYICHHE OCO3HAHHOTO COTJIAacHs fB-
JSAI0TCS BaXXHBIMH aCIIEKTAMH TAKMX PYKOBOASIIMX HNPUHIMINOB. B cBA3M ¢ Bompoca-
MU B3ATHSI T€HETHYECKHX Ipo0, nocTyna K 0ase JaHHBIX M €e XpAaHEHHd, a Takke ¢
BO3MOXHOCTBIO BBISIBICHHS HEOXKHMIAHHBIX CEMEHHBIX CBA3EH B pe3yibrare cyaeOHO-
TeHETHYECKOM JKCIEepPTHU3Bl BO3HUKAET MOTPEOHOCTH B BBHIPAOOTKE PYKOBOASIINX
MPUHIUIIOB, KOTOPEIX B 3TOH 00JacTH NMpakTHUEeCKH HE cymecTByeT. COBEeT 1o mpa-
BaM dYeJoBeKa 00JafaeT MUPOKUMHI BO3ZMOXKHOCTSIMU ISl HCIIPABIICHHS MOJIOKEHHUS B
3TUX HEJOCTATOYHO PA3BUTHIX 00IACTAX.

47. B cBoeMm marepmaie, MpeICTAaBICHHOM ISl MOATOTOBKHM HACTOSIIEr0 JOKIAna,
TypkMeHHCTaH COOOIUI, YTO pacCIIMpPEHHE HCIONb30BaHUS CyAeOHO-METHITHHCKON
TeHETHYECKON IKCHEPTU3HI ISl ONMO3HAHUS KEPTB HApYLICHHWH MpaB YeloBeKa U Ty-
MaHHTApHOTO IpaBa W CO3/JaHUsA OaHKAa TeHETHYECKUX TAHHBIX MOCIYXHT BaKHBIM
BKJIAJJOM B YCTAHOBJICHHE MCTHUHBI W 3al[UTHl NIPAaB YEJIOBEKA B XOJAe CYyAeOHBIX pas-
o6upatenscT. [1o aToit mprumHe TypKMeHUCTaH NPH ydacTUH AKaJeMHUH HayK U Ipa-
BOOXPAaHUTEIBHBIX OPTaHOB HM3y4aeT BO3MOXXHOCTH OpPTaHHW3alNHu J1abopaTopuil cy-
eOHO-TeHeTHYEeCKOW AIKCIEPTU3Bl U CO3/aHUs TaKKe BIOCIEACTBHH OaHKa TeHETH-
YEeCKHX JaHHBIX.
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CyurecTBYIONIAasi MPABO3alUTHAS IOPUIHYECKAST OCHOBA

48.  VYuurpiBas mpeuMmymecTBa U d3PQPEeKTHBHOCTD CyOeOHONH MEIHWIIMHBI KaK Cpel-
CTBA BBINIOJIHEHUS TPABUTEILCTBAMY CBOUX 0053aTEIbCTB Ha HAIMOHAJIBHOM U MEX-
IYHApOIHBIX YPOBHSX, €€ MPUMEHEHHE JO0JDKHO COOTBETCTBOBATH HOPMaM B 00JIacTH
npaB 4yenoBeka. Bmecre ¢ TeM U3 cdephl AeHCTBUS CYIECTBYIOMMUX MEXAYHAPOILHO-
PaBOBBIX JOKYMEHTOB, KacalOIIUXCs MPUMEHEHHS TeHETUKH B MEIULIMHCKUX HCCIIe-
JOBAaHUIX, OOBIYHO BEINIAJIA€T BONPOC O €€ HCIOJIb30BaHMHM B MHTEpecax cyneOHOH
9KCHEePTU3bl. BakHBIM MCKIIOUeHUEM sBisseTcs pesomonus 10/26 Cosera mo npaBam
YeJIoBeKa O CyAeOHO-MEIMIIMHCKON IeHeTHYECKON IKCIepTH3e U MpaBax 4esloBeKa, B
KOTOPOIl MpaBUTENBCTBY HACTOSTENBHO IIpeAsiaraeTcst HCIOJIb30BaTh CyaeOHO-
MEAMIHMHCKYI0 TeHETHYECKYI0 O3KCIIEPTH3y B COOTBETCTBHH C MEXAYHAPOIHBIMHU
CTaHAAapTaMH, NPUHATHIMH B Hay4yHOM COOONIECTBE, JJS ONO3HABAaHUS OCTAHKOB
KEPTB CEPbE3HBIX HAPYIICHUH IpaB YeJOBEKa U MEXIYHApOIHOTO I'yMAaHUTApPHOTO
npasa. OJHAKO MEXIYHAapOAHbIE CTAHAAPTHI, KacaloUUecs HCIOJB30BaHNUS METOIOB
cyneOHOW MeIUIUHE, He SBISI0TCS yHHGUUHpoBaHHBIMU. [ToaTOMYy HeoOXonuMo 10-
MOJHUTENIEHO NMPOAHAIU3UPOBATE BOIIPOC O TOM, KAKUM 00pa3oM IPUMEHEHHE METO-
OB CyneOHO-MEIMIMHCKON 3KCIIePTH3Bl M, B YACTHOCTH, CyAeOHO-MEIUIIMHCKON Te-
HETHYECKOH SKCIepPTH3Hl BIMICT Ha MMpaBa yelloBeKa B Ooyiee IHPOKOM KOHTEKCTE 3a
npenexamMu cepsl NpeaynpexIeHIs IPEeCTyTHOCTH.

49. B aroii cBa3u B pesontonuu 10/26 CoBera mo mpaBaM 4esoBeKa 3a COOTBETCT-
BYIOIUM Hay4HBIM COOOIIECTBOM BIIOJIHE CIIPaBEIJINBO NPH3HACTCS KOMIIETEHIUS Ha
pa3paboTKy Haaliekal(uX CTAHAAPTOB HCIOIb30BaHUS CyZeOHO-MEIUIUHCKOHW JKC-
nepTussl. BMecTe ¢ TeM, HOMHMO KOHTPOJIS, OCYIIECTBISEMOTO HaAyYHBIM COOOLIECT-
BOM 3a IIPUMEHEHUEeM cyneOHO MEAMIMHEL B INIaHE COOIIONSHUS COOTBETCTBYIOIINX
HAyYHBIX CTaHJIAPTOB U MPAKTHUKH, HEOOXOJUMO OTCIICKUBATH U €€ BIMIHHC Ha IpaBa
YeJIoBeKa.

CyneOHasi npaKkTUKa

50. Xors pasBuTHE CyNeOHOW MEAWIIMHBI BO MHOTOM CIOCOOCTBYET pacIIMpEHHIO
BO3MOXHOCTEH MPaBUTEIbCTB IO BBHINOJIHEHUIO CBOMX 0053aTENbCTB, B YACTHOCTH B
obnacTu mpaB 4YeNOBEKa, ee MpPUMEHEHHE 0€3 KaKMX-TM00 HOPMAaTHBHBIX PaMOK MO-
KET IMOBJeYh 3a COOOW ymeMieHHne TakWx Npas. Tak, HAOpUMeEpP, OJHO M3 HEJABHO
HNPUHATHIX CyACOHBIX PENICHWH MOKa3bIBAECT, HACKOJIHKO NPUMEHEHHE cyaeOHOIl Me-
JIUIMHBI BIMSIET HAa MIpaBa 4eJIOBEKa B KOHTEKCTE YrOJIOBHOTO pa3buparenbcTBa. [lpn
paccmotpenun nena C. u Mapnep npomus Coedunennozo Kopwzeecmeaz EBponeii-
CKHH cyI IO mpaBaM 4YeJ0BEKa IMOCTAaHOBIII, YTO NMPUMEHEHHE CyJeOHON MEIHIHUHBI,
B YAaCTHOCTH CyA€OHOH T€HETHKH, JOJKHO COOTBETCTBOBATh CTaHAApTaM B 00JacTh
IIpaB 4eJI0BEKa, 3aKpeIUICHHBIM B EBpoTmeiickoil KOHBEHIINH O 3alIUTE MpaB YEI0BEKA.

Me:xka1yHaApOAHO-TIPABOBbIE JOKYMEHThI

51. B MexayHapogHOH KOHBEHIMH [IJIs 3aIIUTHl BCEX JIAI OT HACHIbCTBEHHBIX
HMCUYE3HOBEHUH OINPENENAIOTCS B TOM YHCIEe BO3MOXXHOCTH HCIIOJIB30BAHHS JTUIHBIX
CBEJICHUU B ClIydyae TaKWX HCUE3HOBEHHH, 00SI3aHHOCTH TOCYIapCTB-YIaCTHUKOB IIO
OTHONICHUIO K JKEPTBaM HACHUIBCTBEHHBIX MCUYE3HOBEHWI, BKIOUasl NeTeil, KOTOphIe
caMU ABISIOTCS XEPTBAMHU WIU ETHMHU JKEPTB, a TaKXe MPaBo JXKEPTB 3HATH UCTHHY
00 oOcTOATETBCTBAX HACHIHCTBEHHOTO HCUE3HOBEHHUSI, a TAK)KE O XOJI€ M Pe3ylbTarax
m000T0 paccieqoBaHUS.

GE.10-15596

Sand Marper v. the United Kingdom (App. No. 30562/04) [2008] ECHR 1581 (4 December
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52. Eme deTslpe MeXIyHapOAHO-IPABOBBIX JOKYMEHTA KAacaloTCA Ps/ia 3THIECKUX
aCIIEKTOB, KOTOPHIE CTAHOBATCS BCe 00Jiee OUEBMIHBIMHU B CHILYy OBICTPOTO pa3BUTHUSA
TEeHETHUKH M Pa3JINIHBIX BAPUAHTOB €€ NMPUMEHEHHs. Halle BCero OHU MpOSIBISIIOTCS B
¢dbopMe HapymIeHHs HEMPHUKOCHOBEHHOCTH YAaCTHOW >KM3HU M YIIEMJICHHS NpaBa Ha
nHpopmanuio. B psane ciydaeB Bo3HHKaIa 00€CIOKOCHHOCTH 110 MMOBOAY 3aKOHHOCTH
yIIeMJICHHS TIpaB 0e3 coTacusl 3aMHTEPECOBAHHOTO JIMIA, OJJHAKO MHOTHE BHUJBI CY-
Ne0HO-TEeHETHYECKONH 3KCIEPTHU3BI, HAPUMEP ISl yCTAHOBJICHUS JHYHOCTH IPOIIaB-
mux 0e3 BECTH JHIl B MOCTKOH(GINKTHBIX CUTYalUsAX WM B CIydassX CTUXMHHBIX Oesl-
CTBWH, MPOBOJATCS NMPU AOOPOBOIBHOM YYacCTHH TpaxkaaH, B YACTHOCTH POJCTBEH-
HUKOB. ENMHCTBEHHBIH CIOCOO y3aKOHHUTh Takoe MPUMEHEHHWE METOJ0B Te€HETHYe-
CKOH 3KCTepTu3sl B MOZOOHOM KOHTEKCTE COCTOMT B IOJYyYEHHH OCO3HAHHOIO COTJIA-
cHus MOTEHINAIbHBIX CYOBEKTOB cOOpa JaHHBIX.

53. KouBeHuus o mnpaBax uenoBeka W OuomenuuuHe (OBbeackas KOHBEHIIHS
1997 roga) mpeaycMarpuBaeT OCHOBHbBIE NPHHIMITBI Pa3pabdOTKH MMOCIEIYIOIIEero
IpaBOBOTO MHCTPYMEHTApHs M0 JaHHOW TeMe. B Hell ycTaHaBIMBAaIOTCS 00IME paM-
KH 3aI0UTHI IIPaB YeJIOBEKa U YEJIOBEYESCKOTO JOCTOMHCTBA B TPAJULUOHHBIX H HOBBIX
0671aCTAX MPUMEHEHHs OMOIOTHH M MeAMIHUHBI. B 310it KOHBEHI[MH MOATBEpXIaeT-
Cs yCTaHOBMBIIEECS IPABHIIO, COINIACHO KOTOPOMY HHKTO HE MOXET OBITh IPUHYX-
IeH K MEIMIHMHCKOMY BMeEIIAaTeNIbCTBY Oe3 ero cornacusi. Takoe coriacue IOJDKHO
HOCHTbH JOOPOBOJBHBIM M 0CO3HAHHBIM XapaKkTep W JaBaThCs Ha OCHOBE 0OBEKTUBHOMN
nHGOpMAM¥, NPEJOCTABICHHON OTBETCTBEHHBIM MEIMIMHCKUM CHCIUAJIHCTaM B
OTHOIIGHUHU XapaKTepa M BO3MOXKHBIX MMOCJIEICTBHN 3aINIAHUPOBAHHOTO BMEIIATelNb-
CTBAa U €T0 aJIFTEPHATHB U B YCIOBHUSIX OTCYTCTBHS JIaBJICHHS C YbeH-1H0O0 CTOPOHHI.

54. TIlpu 3TOM OT Taxkoro COMIACHS M COOTBETCTBYIOLIMX NAHHBIX B JII000E BpeMs
MOXHO J00OpOBOJBHO OTKazaTtbes. Kpome Toro, B manHoit KoHBeHIHH ykas3biBaercs,
YTO Ka)<Iblil 4YeIOBEK HMEET IPAaBO HA yBa)KCHUE CBOCH YAaCTHOI )XHM3HH, B TOM YHCIIE
¥ TOT/Ia, KOTJa 9TO KACAeTCs CBEICHMH 0 ero 3710poBbe’. B Iemsix obecrnedeHns Kol-
JEKTUBHBIX HHTEpecoB (0OHmECTBEHHOW 0€30MacHOCTH, MPENYUPEKACHHS MPECTYII-
JICHWH ¥ 3alIUTHI 3J0POBBS HACEICHHS) HIIU PaB U CBOOOJ IPYrUX IOMYCKAIOTCS OT-
JlebHBIE OTPAHMYCHHS TPAB U HONOKEHHH 0 3amute’. Takue OrpaHHUCHHS BO3MOXK-
HBl B CIly4asxX, KOTJIa OHU NPEAYCMOTPEHBI 3aKOHOM H SIBIISIIOTCS HEOOXOIUMBIMH B
JEeMOKPATUYECKOM OOIIECTBE AJIs 3AIIUTHl KOJUIGKTHBHBIX WM WHIWBHIYaJIBLHBIX HH-
tepecos’. Pasymeercs, ¢ yueToM ee OCHOBHOI TeMbl ("MEIMIIMHCKOE BMEIIATEIhCT-
B0") OBbencKasi KOHBEHIMs HE KacaeTcs NpUMEHeHUs cyaeOHoi MequuuHbl. BmecTe
C TEM OHAa MOXET CIYXHTh OPHEHTHPOM B CIIy4asX NPOBENEHHUs N0OpPOBOIBHOU cCy-
JNeOHO-TEeHETUYEeCKOW DKCIEPTU3BI, B YACTHOCTH JJISl YCTAHOBJICHUS JIMYHOCTH KEPTB
Karactpodo.

55.  Bo Bceobmeit nexnapannn Oprammsanun OO0peamHeHHBIX Hanwii mo Bompo-
cam obOpaszoBanus, Hayku u KynbTypbl (FOHECKO) o reHome deioBeka u mpaBax 4e-
noseka (1997 rox) mpusHArOTCS Te NMPEHMYIISCTBA, KOTOPHIC MCCJIEIOBAHUS T€HOMA
YeJI0BEKa AAIOT BCEMY UYEJIOBEUECTBY B II€JIOM, a TAK)K€ MOJYEPKHBACTCS, YTO TAKUE
HCCIEAOBAaHUS JOJDKHBI IIPOBOAUTHCS IPH JOJDKHOM YBa)KCHHHU JAOCTOMHCTBA, CBOOO-
IIBl ¥ TIpaB 4esioBeka. [lekiiapanus oOpamieHa K rocyJapcTBaM M MPHU3BIBAET K YKpeTI-
JEHUI0 MEXAYHapOJIHOTO COTPYIHHMYECTBA C Pa3BUBAIOIIMMUCS CTPAHAMH B IIEJISIX
pacrpocTpaHeHHUs HAayYHBIX 3HaHMH O TEHOME 4eJIOBeKa, pa3HooOpasmm yeioBede-
CKOTO pojfia M TCHETHYECKHX HccleoBaHUAX. Jlekimapalus KacaeTcs TeHEeTHYeCKOH

[osicuuTenpHbI qokaan kK KoHBeHIIMN 0 TpaBax yejgoBeka U OMOMEJUIIMHE, CM. Ha caiiTe
http://conventions.coe.int/treaty/en/Reports/Htm1/164.htm.

4 Crares 10.

> Crarbs 26.

6 TMosicHuTenbHbIIH nmokiaa, myHKT 159,
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Tepanuu ¥ JUAarHOCTUKH W TEHETHYECKHUX HMCCIIEJOBAHHHW C YNMOpPOM Ha YBa)K€HHE
JIOCTOMHCTBA YeJIOBEKa Ha OCHOBE TpeboBaHMs o comnacuu. B atoit [leknapanuu 3a-
KpermsieTcsl MpaBo KakJI0TO YeJIO0BEKa pemaTh, ObITh MM HE OBITh MHGOPMHPOBAH-
HBIM O pe3yiabTaTax I€HETHYECKOTO aHajdu3a U ero MOCIEACTBUSAX, OTHAKO B HEH HH-
Yero He TOBOPHUTCSA O MpaBe YEIOBEKa HA OT3BIB JINYHBIX CBEACHHH IOCIE TOTO, KaK
OH cOryIacuiCs UX NMpenocTaBuTh. Kpome Toro, B naHHO# [lexiiapanuu yka3slBaeTcs,
YTO KOH()UACHINATbHOCTh TEHETHUECKUX JaHHBIX, KOTOPbIE KaCAIOTCS YEeJIOBEKA, Ubs
JUYHOCTh MOET OBITh yCTAHOBJIEHA, JOJDKHA OXPAHATHCS B COOTBETCTBHUHU C 3aKO-
Hom’. OTpaHWYEHHs, KACAIOIIMECS MPUHIMIOB COMIACHS M KOH(HIEHIMAIbHOCTH,
MOTYT BBOJUTHCS JIMIIB B LEJSAX 3AIIUTHI IPaB YEJI0BEKAa U OCHOBHBIX CBOOOJ B COOT-
BETCTBUHU C 3aKOHOM IO MCKJIIOUHUTEIBHBIM NMPUYMHAM U B PaMKaX MEXIYHapOJHOIO
y6JIMYHOTO TIpaBa M MEXKITyHapOIHOTO MpaBa MpaB venoBeka’,

56. B oTBeT Ha omaceHHsS IO MOBOAY TOTO, YTO T€HETHUYECKHE JaHHEIE YEIOBEKa
OyIyT MCIIONB30BAaTHCS IS I[eliel, MPOTHBOPEYAINX MpaBaM M cBOOOIaM YeIIOBEKa,
B mpeam0Oyine k MexnyHapogHoit mnekmapamun IOHECKO o reHermueckux JaHHBIX
yenoBeka (2003 rox) orMeuyaercs, YTO UHTEPECHl U OJIAroNnoixy4dne OTAEIbHOTO Yeio-
BeKa MpEeBaJUPYIOT HaJll MpaBaMHU M MHTEpPEcaMH OOMIeCTBAa WU HAYYHBIMHU HCCIEIOBA-
HUSMU. B Hell ycTaHaBIMBarOTCS HEKOTOpBIE MpaBmiia cOopa, HCIOIB30BAHMUSI U Xpa-
HEHHS TeHeTHYECKUX NaHHBIX delloBeka. B aToil Jlekmapanuu, cpenu mpoyero, 3arpa-
TUBAIOTCS BOIMPOCH HHPOPMHUPOBAHHOTO COTJIACHS Ha TPENOCTaBICHHE TeHETHYe-
CKUX JaHHBIX; KOHQUICHINAIbHOCTH TE€HETHYECKUX IaHHBIX; NHUCKPUMHUHAIHHU IIO
TeHETHYECKOMY NMPHU3HAKY; aHOHUMHOCTH JINYHOW TeHETHYEeCKOH MH(pOpPMALHH; TeHe-
THYECKUX HCCIIEOBAaHWHA HACEJCHHWs, IpaBa HE 3HATH CBOIO TC€HETHYECKYIO KOHCTH-
TYLHIO; MEXIYHapOIHON COJMIAPHOCTH B O00NACTH TEHETHYCCKUX HCCIECIOBAHUN U
COBMECTHOTO WCIIOJB30BaHUs Oyar. B manHO# Jlekiapaliy 4eTKO yKa3bIBaeTCs, 4TO
OHa HaIpaBJieHa Ha oOeclieueHNe YBa)XKCHHUS UEIIOBEUECKOTO IOCTOWHCTBA M 3AIIUTY
MpaB U OCHOBHEIX cBOOOJ yejoBeKa mpu cOope, 06paboTKe, UCIONB30BAHNHN H Xpa-
HEHHMHU T€HETHUYCCKUX JaHHBIX YeI0BEKa.

57. Hakonen, npunasatue BceoOmeit nekmapamuu o OMOATHKE M MpaBax dYeloBeKa
(2005 ron) BCTpeTHIO HEOAHO3HAYHYIO peakuuio’. B aToil Jleknapauuu npeanpuHaTa
MOMBITKA YCTAHOBUTH YHHBEpCAJIbHbIE PAMKH MPUHIMIOB W OPOLEAYyp B ob0iactu
6uosTuku’. B Hell 3aTparuparoTcs STMYECKUE BONPOCH B 061aCTH MEAUIMHbI, HAYK
0 )KM3HU M CBA3AHHBIX C HUIMHU TEXHOJOTHH MPUMEHHUTEIHHO K YEJIOBEKY U MOJAYEPKH-
BaeTCsl BAXHOCTh CBOOOJbI HAay4YHBIX HCCJIEAOBAHHI W OJar Hay4YHO-TEXHHUYECKOTO
pa3BuTus. M3i0xkeHHble B cTaThe 6 TpeOOBaHUS B OTHOIICHHH COTJIACHS, €CIH HE
MMeeTCsl MPaBOBOW 0a3bl, PEryIHPYIOT OCYUISCTBICHHE JTIOOOTr0 BMEIIATEIhCTBA B
NpOQUIAKTUISCKUX, MUATHOCTUYCCKUX MM TEPANEeBTUYCCKHUX LEJISAX HIM HAYYHBIX
HCCIE0BAHUI B COOTBETCTBHUHU C STHUYECKUMHU U MPABOBHIMH HOPMAaMU, [PUHSATHIMHU
rocyapcTBaMH U COBMECTHMBIMU C MEXJIYHAPOJHBIM MMPAaBOM MpaB ueloBeka. B 1e-
JIOM corjiacue J0JKHO OBITh 3a0JaroBpeMEeHHBIM, CBOOOJHBIM, SIBHO BBIPAXKCHHBIM H
nnpopmupoBanHsiM. HeoOxonumas nadopmaius uist pelieHns BOMpoca O COracuu
JIOJDKHA OBITh aJeKBATHOU, MPEJOCTABIATHCS B MOHIATHOW GopMe U BKIIOYATh yKasa-
HHE CII0CO00B OT3HIBA COTIIACHS.

GE.10-15596
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Cratbs 7.

Crarbs 9.

Adele Langlois, "The UNESCO Universal Declaration on Bioethics and Human Rights:
perspectives from Kenya and South Africa", Health Care Analysis, vol. 16, No. 1

(March 2008).

[Ipu onpenenenny NoHATUS "ONOITHKA" BO3HUKIIM ONpEIeICHHbIE PA3HOIIIACHS, BCIEIACTBHE
KOTOPEIX €€ TOYHOE OIpeelIeHHe He BKIIFOUCHO B OKOHYATENbHEI TekeT Jlexnapamnun.

B mmpokom miaHe ee MOKHO pacCMaTPpHUBATh KaK ''perylupoBaHre OMOMEIUIIMHCKUX
HCCIeTOBaHUH "
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58. BHyTpeHHSS NPaKTHKAa NPUMEHEHMS CyAeOHO-MEeIMIMHCKOH JKCIEpPTU3BI OM-
penensercs TpeGOBAHUAMH K MPEACTABIECHUIO J0KA3aTENbCTB B Cy/€. 3a71a4a 3aIluThI
00IIeCTBEHHOCTH OT HPECTYNHOCTH, SBJIAIOMASCA TIABHOH O6GA3AHHOCTHIO MPABHU-
TEJILCTBA, COOTHOCHUTCS ¢ HEOOXOAMMOCTBIO 3AI[UThl OCHOBHBIX STHUCCKHX LEHHO-
cTeil u yBakeHHEM B 0OMIECTBE TPAKAAHCKHX CBOOOJ, FrapaHTHPYEMbIX KOHCTHTYIIH-
eif CTpaHbl MM COOTBETCTBYIOIIUM 3aKOHOAATENLCTBOM. B 9TOi CBA3M TakHe HEHHO-
CTH, KaK cBO6O/A, HE3aBUCHMOCTH, YaCTHAS KM3Hb, HHPOPMUPOBAHHOE COTIACHE U
PaBEHCTBO, 3aC/TyXKUBAIOT 3AIUTHI, OJHAKO HE ABIAIOTCA aGCOMIOTHBIMU H MOTYT OT-
paHMuYMBATBCA B OOIIMX MHTEpecax HACENEeHHs WM B IeJNAX 3al[UThl MPaB APYTHX
i

59. B mpakTHuyecKoM IUIaHE KaXKIbIH YEIOBEK 3aWHTEPECOBAH B HEMPHKOCHOBEH-
HOCTH CBOCH YacTHOW JKM3HH, KOTOPYIO 0€3 ero paspemeHus He AODKHBI HapylaTh
HU TOCYIapcTBO, HH Apyrue ynna. [ToHATHE NOCTOMHCTBA YeNOBEKa IMPEAIIOJaraeT,
YTO YEJIOBEK MMEET NPaBO KOHTPOJHPOBATH JOCTYN K CBOEMY Tely M 4TO Joboe
BMEIIATEIHCTBO MOXKET OBITH ONPABIAHO TOJBKO A0OPOBOIBHEIM, SBHO BBIPaXKCHHBIM
1 MHGOPMHUPOBAHHBIM COTJIACHEM, C OJHOW CTOPOHBI, a TaK)XKE€ 3aKOHOM B COOTBETCT-
BHH C IIPUHIUIIAMH NIPaB 4eJIOBeKa — ¢ Apyroi. M3 aToro BeITEKaeT HEOOXOAMMOCTh
KOHTPOJS 32 J000H AesTENbHOCTHIO MO COOpY, MCIOIB30BAHUIO WJIM PACIIPOCTpPaHE-
HUIO JTMYHBIX JAaHHEIX (B 4aCTHOCTH, Ouosnormueckux npod u nanaeix JJHK), xoto-
pBle Ha pPa3syMHBIX OCHOBAaHMSIX MOKHO CUMTATh JIMYHBIMH WM KOH()UACHIMATbHBI-
MH.

60. Oco60 BaXHBIH ACTIEKT NPUMEHECHHS CyAeOHO-TEHETHIECKON IKCIEPTU3BI IS
YCTaHOBJICHHUS JIMYHOCTH CBA3aH ¢ ucnoab3oBanueM JJHK-npodumeit xuBbIX 4IeHOB
CEMbH B Kaue€CTBE CPABHUTEIBHOIN OCHOBBI IS OMO3HAHMS JKEPTB. B Takux ciaydasx
MPOILECC UACHTH(PUKANNYI CTPOUTCS Ha 0)KMIAEMOH CTPYKTYpE TEHETHYECKUX POJICT-
BEHHBIX CBSI3€H MEXIy JTUIIAMH, CUMTAIOMIMMHU ceOs poJICTBEHHMKaMH. B mpomecce
YCTaHOBJICHHUS JTHYHOCTH BIIOJIHE MOXET BBIICHUTHCA, YTO (aKTHUECKHE OMojIoTHUe-
CKHE CBSI3M MEXAY MPUYACTHBIMHU K OMO3HAHUIO JIIOAbMHU HE COOTBETCTBYIOT TE€M, Ka-
KMMH UX MPEACTABIAIOT WM CUUTAIOT. [03TOMY B TaKMX CHTyalMsX BOMPOCH COTJIA-
CHS ¥ 3aIIUTHl MOTYT KacaThCsl HE TOJIBKO OTJAEIbHBIX JIUI, HO U BIHUATH HA UX POJCT-
BeHHNKOB'2. BO3MOKHOCTh NIPUYMHEHHS Bpela TMKTYET HEOOXOMMMOCTh HE PACKPBHI-
BaTh CEMbAM Takylo umH(popmamnuio. OIHAKO NPU 3TOM CleAyeT yYUTHIBaTh TE€ Hera-
THBHBIEC TOCJEICTBUS IS YCTAHOBIEHUS JMYHOCTH, KOTOPBIE MOXET HMETh HECIO-
COOHOCTB BBISIBUTH OYEBHJIHBIE HECOOTBETCTBHUS (HANpHMeEp, TaKHE HECOOTBETCTBUS
MOTYT OOBSACHITHCS OMMOOYHONH perucTpamueil pOACTBEHHBIX CBS3€H MM HCKaKe-
HUSMU NIPH Iepejave dTUX NaHHBIX). KpoMe Toro, B HHTepecax HepasmIalleHHs CBe-
JIeHn# 00 OYEeBHUAHBIX HECOOTBETCTBHUSAX, BO3MOXHO, MOTpeOyeTcss OrpaHUUYUTh J0C-
TYHI OTACNBHBIX JHUI] K UX COOCTBEHHBIM JAaHHBIM, a TAKXe K HHQOpMAuu 00 UCTHH-
HOM COCTOSTHUHU uX Jena. K ToMy ke 0JTHO TONBKO HEXeJaHUe Pa3bsICHUTh NPUIMHBI
TaKUX OTPAHMYEHHH MOXKET HATOJNKHYTh CEMBIO Ha MBICIb O TOM, YTO OOHapyXEHO
KaKoe-TO HECOOTBETCTBHE, OCOOEHHO €CIIM JaBllee CBOC MH(POPMHUPOBAHHOE COTJIa-

1 Cm. raxxe Nuffield Council on Bioethics, The Forensic Use of Bio-information: Ethical

Issues (London, Nuffield Council on Bioethics, 2007), paras. 3.33, 3.34.

B KOHICIITYaJIbHOM IIJIaHE 3TO KaCa€TCs HE TOJIbKO OIMMO3HAHUA JIMYHOCTHU C MOMOUIIBIO
cyneOHO-MeIUIMHCKONW SKCIIEPTU3HI, TIOCKOIBKY MPHU MPOBEIECHUHN I'€HETHYECKOI
JAUArHOCTUKHU B MEAUIUHCKUX HEJIAX YaCTO UCCIEAYIOTCA HACICACTBEHHBIC CBA3U U
PE3yIbTaThbl TAKUX I/ICCJIC,IIOBaHI/Iﬁ MOTYT UMETH OTHOILICHUEC K JIUI]aM, KOTOPBIE CaMHU HE
noaBeprajauchb 06CJ'IeZ[OBaHI/IHM " HC JaBaJIM HAa HUX CBOCIo corjiacusd. KpOMe TOTO, IIOUCK
POACTBEHHBIX CBSA3EH B 68,38,X JaHHBIX O MPECTYNHOCTHU CO3AA€T OIMACHOCTL YCTAaHOBJICHUSA
TCHETHUYECCKOTO Haa30pa 3a JIIOAbMHU, TaHHBIC O KOTOPBLIX B COOTBETCTBUU C )JeﬁCTBy}OIHI/IM
3aKOHOAATECIbCTBOM HC OBIIIM BHECEHBI B 0a3bI JAHHBIX, a TaHHBIC UX POACTBCHHUKOB OBLIH
B HUX BKJIIOYCHBI.
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cHe JUIO COOONIMIO CEMBSAM O BO3MOKHOCTH BO3HUKHOBEHHUS TAKOW HECTBIKOBKH H O
TeX IIarax, KOTopsle OynyT NPEANPUHATH JUIsl HEpa3riIameHus 3Toi nHOpManuH.

61. Bo mMHOrux (XoTs ¥ He BO BCeX) ClydasiX OMAaCHOCTH, CBs3aHHbIE ¢ 00pabOTKON
FeHETUYECKUX JAHHBIX Ui CYAeOHO-MEAMIIMHCKOW SKCIIEPTU3BI, MOXKHO CBECTH K
MUHHMYMY Ha OCHOBE HaJJiexarieil mpopaboTku mopsiaka cOopa W XpaHCHHs JaH-
HBIX. B Takux ycinoBusx 0coboe 3HaYeHHUE MPUOOpETaeT OMACHOCTH BBISBICHUS HeE-
COOTBETCTBUI B JaHHBIX O POJACTBEHHBIX OTHOUICHHUSAX B CEMbE, M ITOT BOMPOC 3a-
CIY)KHBaeT OTAEIBHOTO paccMOTpeHus. B 3Toil cBsi3u uHTEepec npeacTasiser Jupek-
tuBa 95/46/EC EBporeiickoro cor3a o 3alIuTe JUI Npu 00paboTKe JIMYHBIX TaHHBIX
M X CBOOOJHOM IMEpEeMEIIeHNH, XOTS OHA M MEPECMAaTPUBACTCSI B HACTOSIIEE BpPEeMS:
JUYHBbIC JaHHBIC HOJKHBI OBITh aJ€KBATHBIMH, aKTYalbHBIMU M HE BBIXOJUTH 32 pPaM-
KM TeX LelieH, UIsl KOTOPBIX UX cobuparoT u/uiu OyayT BIOCIEACTBUH 00pabaThiBaTh,
M JIOJDKHBI XpaHUThCs B (opme, Homyckawoleid HUACHTU(DHUKAUIO CyOBEKTOB 3THX
JIAHHBIX B TEYEHHUE TOJIBKO TOrO MEPHUO/A, B TEYEHHUE KOTOPOTO 3TO HEOOXOAMMO B Iie-
JSX, U1 KOTOPBIX OCYIIECTBISICS cOOp 3THX AaHHBIX M MX MOCieayoomas oopaboT-
ka®,

62. BmnonHe ompaBIaHHBIM NpeACTaBIsAETCS TpeOOBaHHE O TOM, UYTO CPOK XpaHe-
HUs MHPOPMAIMU HE JOJKEH NMPEBBIIIATh MEPUOJ, ONPEAeISIEMbIH HENbI0, ISl KOTO-
poil ocymecTBusieTcst cOOp NMYHBIX JAaHHBIX M Omosiorudeckux npod. OgHako mpwu
OTPENIETICHHBIX 00CTOATENBCTBAX CPOK XPAHEHHUS JaHHBIX MOXKET OBITh BECbMa MJIH-
TEIBHBIM WIM JaXe HEONpeaeNeHHBIM. B dacTHOCTH, MOTpeOHOCTH B IMTEIHHOM
XpaHEHHH U O00ECIEYCHUN COXPAHHOCTH JO0Ka3aTeIbCTB, MCIOJIb30BAaHHBIX IS CY-
Je0HO-MEIMIIMHCKOW 3KCIIEPTHU3BI, MOXKET BOSHUKHYThH B CBSI3M C BOGHHBIMU MPECTY-
IJICHUSIMH, TIPECTYIIIICHUSIMH IIPOTUB YEJIOBEYHOCTH M T€HOIMAOM.

BroiBoabI

63. B HacToOfiIEeM OKJajJe TeMOHCTPHPYETCH, YTO MCNOJIb30BaHHE CyTeOHO-
MEIUIAHCKHAX JKCHEPTOB, © B YACTHOCTH CYIeOHO-MeTUIIHHCKOW TeHeTH4eCcKoii
IKCHEPTHU3bI, U JO0OPOBOJILHOE CO3MaHNE 0AHKOB T€HETHYECKHX JAHHBIX UMEIT
pelaminee 3HAYEHHE JJIsl YCTAHOBJICHHUSI JIHYHOCTH KEPTB CEPhe3HBIX Hapylle-
HUIi IPaB YeJIOBeKA M MEKIYHAPOXHOI0 T'YMAHNUTAPHOIr0 nmpaBa. B qokiaane yka-
3pIBaE€TCS HA HEOOXOAMMOCTL. A) NMOBBIMIEHUN OCBEIOMJIEHHOCTH O CyIe0HO-
MEINIAHCKONH TeHeTHYeCKOil IKCIepPTH3e KaK 0 MeXaHW3Me BBLINOJHEHHsI Mpa-
BHTEJIHCTBOM CBOHUX 00513aTE€JILCTB B 00JIACTH NMPAaB YeJIOBeKa, B YACTHOCTH, HO
He UCKJIIYUTEILHO B OTHOIEHUH NMPONAaBIINX 0e3 BecTH jull, u b) codnonenuns
TpeOGOBAHMS 0 TOM, YTO TaKkasi pa6oTa J0J:KHA B MAKCHMAJbLHO BO3MOKHOI CTe-
NMEeHN OCHOBBLIBATHCSI HA 00BbEKTHBHBIX HAYYHBIX METOAAX H 00eCleYnBaTh yBa-
JKeHHEe YeJI0BEYEeCKOro JOCTOMHCTBA, a TaAK/Ke 3alUTYy MPAaB U OCHOBHBIX CB00OI
YeJjIOBEKa NMPH cOope, 00padoTKe, MCNMOJH30BAHUM W XPAHEHUH TEHETHYECKHX
JAHHBIX Y€JIOBEKA.
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64. B a31o0ii cBsi3u pesosonus 10/26 CoBera o cyneGHO-MeIUIUHCKONH IreHeTH-
YecKoii 3KcmepTH3e M NMPaBax YeJIoBeKa fBJsIeTCS MepBbIM HEOOXOAUMBIM IHa-
roOM K IOATOTOBKE NMOCOOUS MO 3TOH HCKJIYHTENbLHO Cepbe3HON M CJIO0KHOM
npoodJjieMe, HANPAMYIO 3aTparuBamuieii NpaBa 4YeJ0BeKa Kak HanboJiee BAKHYIO
oTpacJjb npasa.
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