IOHECKO NMPUHUMAET MEXAOYHAPOOHYIO OEKITAPALIMIO
O TEEHETUYECKUX OAHHbLIX YEJTOBEKA

[Mapmx, oktsa6ps 2003 T.

«'eHeTHUeCcKrEe W MPOTEOMHUYECKHE IAHHBIE YEIOBEKa HE JOJDKHBI MCIOJIB30BaTHCS B
LEeJIsIX AUCKPUMHUHAIMN, UMETh LIETbI0 WM CIEACTBHEM HapyLICHHE T'Pa)KIaHCKHUX CBOOO/,
MpaB M JOCTOMHCTBA YEIIOBEKA, CEMbH, TPYIIIBI JIIOJEH WM OOUIMHEL, » — TJIACUT OJHO U3
MOJIOKEHUA MeXIyHapoaHOU NeKnapauuyd O FEHETHYECKUX JAHHBIX YEIOBEKa, TOJBKO YTO
npuHATOi Ha 32-oif ceccum [enepanpHOl koH(epeHinuun FOHECKO, npoxomusiieil B
[Tapmxe ¢ 29 ceHTs0ps 110 17 OKTAOPSI.

Hexnapanusi periaMeHTHPYET ITHUYECKHWE MNPUHIMMBI cOopa, oOpabOTKH, XpaHEHHUS W
WCIIOJIb30BAaHUSl TEHETHMYECKMX MJAaHHBIX 4YeloBeKa. [eHeTndeckue JaHHbIE YEJOBEKa,
coOupaeMble ¢ OHOJOTHYECKHX 00pasioB (KpOBb, TKaHb, CIIOHA, CIepMa W T.JI.), UMEIOT
BO3pacTalollee 3HAYeHWE B Hallel >KU3HHU. biaromapss UM ucciaenoBaTend OTKPHIBAIOT
rpo3siue KakaoMy M3 Hac 3a0ojieBaHMA U OOEIIaloT HaM HaWTH CHOCOOBl MX JIEUEHUS.
KonnuectBo u 00beMbl 0aHKOB T'€HETHYECKHMX JaHHBIX PAacTyT BO BceM mupe. Hexoropeie
CTpaHbl NPOBEJIM T'E€HETHYECKYIO0 MEPENUCh CBOEr0 HACeNeHUs. OJTH JAaHHbIE TOMOTAOT
CYIbsIM W CJENOBATENsAM OIpPEIeTUTh, HAlpUMEP, T€HETHYECKOTO OTLA WM JIMYHOCTb
MpecTynHUKa.B 3Toi cCTpeMUTENLHO pa3BUBAIONICHCS M HE BCETIa KOHTPOJIMPYEMOH 00IacTH
HayK{ BO3HHUKJIA HEOOXOAMMOCTb ONPEAETUTh 001I1e 3THUecKue rpaHuibl. 30-ro ceHTsa0ps B
cBoeil peun Ha ['enepanbHOM KoH(pepenmmun FOHECKO pykoBoauTens opraHu3aiiu
Koutnpo Manyypa nodepkHys1 HEOTIOKHOCTh PELICHHUSI 3TOr0 Bompoca: « emie u ermie pas
HacTamBalO0 Ha CPOYHOCTH NpuHATHS Jexnapanuu, n00 KaKAbIA JEHb MPOBOASTCS HOBBIE
9KCHEPUMEHTHl W BBIJBUTAIOTCS HOBbIE MHHMLMATHBBI, MHOTHE M3 KOTOPBIX MOTYT HMETb
HeoOpaTUMBble OCIEACTBUY.

IOHECKO paszpa6orana u npunsiia B 1997 rony BceoOmyto nexmapanuio o reHoMe
YeJoBeKa M TIpaBax YENOBEKa, MpPOBEJIa C IMOMONIbI0 MEeXIyHapOJHOTO KOMHUTETA IO
onostuke (MKDB) psa KOHCYIbTaTHBHBIX BCTPEY IO BOIPOCY O TEHETHYECKHX JaHHBIX
genoBeka. [IpWHATBIA JOKYMEHT — IUIOA OTOW pabOTBl W pe3ysibTaT IIUPOKUX
MEKIYHAapOJHBIX KOHCYJbTAIlMid, TaKUX KaK, HAIpUMep, COBEIIAHWE MPABUTEIHCTBEHHBIX
9KCIIEPTOB, COCTOSIBIIEECS B MIOHE ITOro roja. /1o mociieHero MOMEHTa TEKCT JTOKYMEHTa
pPEIaKTHPOBAJICS C TEM, YTOOBI y4ecTh BCE pa3HOOOpa3ue cuTyalui (HepaBHOE HaydyHOE U
3aKOHOJIATEIbHOE PAa3BUTHE B ITOH 00J1aCTH).

Pa3HooOpa3ue 3TuX CHUTyalMii M CJIOKHOCTh CaMOT0 BOIPOCA PACTYT MapaJUIETBbHO C
TEMIIAaMU HAayYHBIX OTKpbITHA. OTcloga u BBIOOp (OPMBI HOBOTO MEXKIYHAPOIHOTO
HOPMATUBHOTO JIOKYMEHTa: Jekjiapamus (T.e. JOKYMEHT, HE WMCIONMA Xapakrep
00s13aTeNbCTBA), 2 HE KOHBEHIIHS, ITO3BOJIMT OOJIETYUThH MOUCKU KOHCEHCYCa W MPOJOJKHUTH
paboTy HaJ BEIpaOOTKOM UTOTOBOTO TEKCTA.

HGHL I[emapaulxm NpeACJIbHO fACHA: 3allUTUTBL YCJIOBCUYCCKOC JOCTOUMHCTBO, IIpaBa
YCJIOBCKA U I'PAKAAHCKUC CBO6OIH)I B COOTBCTCTBHHU C MACATIaMH paBCHCTBA, CIIPABCIAJIMBOCTHU
U CIUHCTBA, B YaCTHOCTH CBO6OI[y MBICJIM H CJIOBa, a TaKX¢C CBO6OI[y Hay4YHBIX



ncenenoBanuil. IlpuHIMNEl, BBIABUHYTHIE [lekimapanueid, CTaHyT  OpPUEHTHPAMH UL
rOCyJJapCTB-WICHOB B UX paboTe HajJ HAMOHAIBHBIMU 3aKOHOJATEIbCTBOM M TOJIMTHKON B
9TOH 0b6aacTu.

Hexnapanus rimacuT: «Kaxaplii 4eIOBEeK MMEET XapaKTEpPHOE I'€HETUYECKOE CTPOCHHE.
Tem He MeHee, 4elOBEYECKAas JIMYHOCTb HE  OrPAaHUYUBAECTCA T'€HETUYECKUMU
XapaKTepUCTHKaM¥, MO0 OHA CKJIAJBIBACTCS ITOJI KOMILICKCHBIM BIIMSHAEM OOpa3oBaHUS,
OKpY’KaoIIeW Cpenapl, JTUYHOCTHBIX Ka4yecTB, a TAaKXK€ CEHTUMEHTAIbHBIX, COIMAIbHBIX,
IyXOBHBIX M KYJIBTYPHBIX CBA3€H UENOBEKa C OKPYKAlOUUMHU €ro JIOAbMHU, IPH 3TOM
BKIIIOYAET U AJIEMEHT CBOOOIBI.

CoOmroeHre MEeXTyHapOIHBIX 3aKOHOB B 00JIACTH TPaB YEJIOBEKA SBJISETCS OCHOBHBIM
MMIIEPATUBOM 3TOrO JIoKyMeHTa. OHO MPOXOJUT KPACHON HUTHIO Yepe3 BCE UCKIIOYCHUS H
orpaHuueHusl, Aonyckaembie Jlekmapareii B OCHOBHBIX ITPHHIUIIAX.

B 3TOM nmokymeHTe ompenensiorcsl Takke crenuduyeckrne 0COOEHHOCTH T'€HETHYECKHX
JAHHBIX U LIeTu uX cOopa, oOpabOTKH, MCIIOAb30BaHUSA U XpaHeHus. B Bompocax (opmel
JOKYMEHT TpeOyeT, 4YToObl TeHeTHYECKUE JIaHHBbIE YelOBeKa COOMPaUCh, 00padaThIBAIUCH,
WCTIOB30BATMCh U XPAHWINCh B YCIOBUSX TJIACHOCTH M OTHYECKOW mpuemieMoctd. Ha
HAIIMOHAJFHOM, DPETHOHAIBFHOM, MECTHOM H YUYPEXKICHUYECKOM YPOBHSIX PEKOMEHIYETCS
CO3/1aBaTh HE3aBUCHMbIE MEXIUCIUIUIMHAPHBIC U IUTIOPATUCTHUECKIE KOMUTETHI IO ATHKE.

Ha ortane cOopa reHerndyeckux JaHHBIX Jlekmapauuss  BbIIABUTaeT  MPUHLIHMII
«TIPEJIBAPUTEIILHOIO, JT0OPOBOJIBHOIO, OCO3HAHHOIO U YETKO ONPEAEICHHOIO COrjacus
ManyeHTa U HWCKIIIOYAaeT MOMBITKA yOeauTh, MaTepuaibHO WIH JHYHO 3aHHTEPECOBATHY
YeJIOBEKa, MPEAOCTABIISIONIEIO0 CBOM T'€HETUYECKHE AaHHble. Bce BO3MOXKHBIE OrpaHUYCHUS
«IOJDKHBI ~ OBITH  TIPEIyCMOTPEHbI  HAIIMOHAJIBHBIM  3aKOHOJATENbCTBOM  TOJNBKO B
UCKJIIOUUTEIbHBIX CIy4yasiX UM B PaMKax MEXIyHApOIHbIX HOPMATUBHBIX JOKYMEHTOB B
obyiacTi mpaB 4enoBeKay. [lalmeHT MMeeT NMpaBO OTO3BAaTh CBOE COIVIACHE, €CIM TOJBKO
«uIeHTU(PUKALUS €T0 TeHETHUECKUX JaHHBIX He Oblla HEOOpaTUMO PAaCTOPTHYTa», T.€. CIH
MAIMeHTa HeNb3s OoJblne MIeHTH(GUIMpPOBaTh. Takke paccMaTpHBAETCs MpPaBO MAaIMEHTa
KelmaTb WJIM He JKelaTh Y3HaThb pe3ylbTaThl OOCIIEIOBAaHHS, M €CIHM 3TH Pe3yJbTaThl
NPEACTaBISIOT CEPbE3HYI0 YIpo3y €ro 370poBblo, Jleknapauus TpedyeT NpelocTaBiiTh eMy
peKoMeHAaluK B 00JacTH TEHETHMYECKHX JaHHBIX, KOTOpble JOJDKHBI OBbITH HE
JMPEKTUBHBIMH, KyJIbTYPHO alalTUPOBAHHBIMH U OTBEYAThH €TI0 HHTEPECaM.

Ha sTame 00paboTKH JaHHBIX BBIABUTACTCS TPUHITUT KOH(PUICHITHATBHOCTH. JleKmaparius
TpeOyeT, YTOOBl MACHTU(UIUPOBAHHBIC TCHETUUYCCKUE JIAaHHBIC YENIOBEKa HE Iepe/aBalicCh
TPETBUM JIMIIaM, B YAacCTHOCTH pabOTONATENIIM, CTPaXOBbIM KOMIIAHUSM, Y4YeOHBIM
3aBEICHUSIM WM CEMbE, €CIU TOJBKO 3TO HE OOYCJIOBIEHO Ba)XKHBIM OOIECTBEHHBIM
MHTEPECOM B  WUCKIIOUUTENBHBIX  CiydasX, MPEAYCMOTPEHHBIX  HAIMOHAJbHBIM
3aKOHOJIaTETLCTBOM M B paMKaxX MEXKIyHApOIHBIX HOPMATHBHBIX JTOKYMEHTOB B 0OJacTH
npaB 4eioBeka. «buoyornmyeckue oOpasIlpl, TCHETUYECKHE WU TPOTCOMUYCCKUE JIaHHBIC
NanueHTa, corjlacuBIIerocs Ha o0cieIoBaHue, TOJDKHBI OCTABAThCS KOH(UICHIIMATLHBIMY, a
€ro JM4Has )KMU3Hb — HAJIEKHO 3aUIUIICHHOW», TOBOPUTCS B TEKCTE.

Ha »Tane ucrnonb30BaHuUsl JAHHBIX BCTA€T BOIMPOC O LU HCClEeAOBaHUU. Jlexnapanus
1oJIaraeT, 4YTO TCHETHYECKUE JaHHBIC, COOpPAaHHBIC C ONPEACICHHOW IEIbI0, HE JIOJDKHBI
HCHOJIB30BATHCSL B JIPYTUX LENSAX, HE IPEAYCMOTPEHHBIX MPU HU3HAYAIBHOM COTJIACHU
nanyenta. [lo Bompocy COBMECTHOTO UCIOJIB30BAaHUS HAYYHBIX JOCTHIKEHHUH B TEKCTE



roBoputcs: «CoriacHO HAIMOHATFHOMY 3aKOHOJATENhCTBY, HAIIMOHATHLHON IOJUTHKE
MEXIyHapOIHBIM COTJIAIIEHUSM HAy4YHbIE OTKPBITHS, OCHOBAaHHBIE HA TE€HETUYECKUX
NPOTEOMUYECKUX JIaHHBIX M Ha OHOJOrMYecKWX oO0pa3lax uenoBeKa, COOpaHHBIX
MEIWIMHCKUX W HAy4YHBIX IIENSIX, JOJDKHBI SBISITHCS JOCTOSHHUEM BCETo OOIIEeCTBa
MEXTyHAPOIHON OOIIECTBEHHOCTH.
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Ha srame xpaHeHHs TaHHBIX pacCMaTPHUBAETCS BOMPOC 00 WX comoctaBieHuu: «Jls
COIIOCTABJICHUS] TEHETUYECKUX W MPOTEOMUYECKUX NAHHBIX MM OMOJOTMYECKHX O00pasloB,
XpaHALIUXCA B LENAX AUarHOCTUKU WIH JIEUEHUS, a TAKXKE I MEAULMHCKUX WM HAy4YHBIX
UCCIIeI0BaHUN, HEOOXOJMMO COIJIacHe MalUeHTa, €CIM TOJIBKO 3TO CONOCTaBJIEHHE HE
00yCIIOBIEHO Ba)KHBIM OOMIECTBEHHBIM HWHTEPECOM B HCKIIOYUTENBHBIX CIy4asX,
MPENyCMOTPEHHBIX  HAIMOHAJIBHBIM  3aKOHOJATEIbCTBOM B  paMKax HOPMAaTHUBHBIX
JIOKYMEHTOB B 00JIaCTH MPaB YEIIOBEKAY.

3aKITI0YMTEeNbHBIE CTaThU JleKmapanun KacaroTcs ee pacrpOoCTpaHeHUsI U IPUMEHEHHS, B
YaCTHOCTH, PEKOMEHIYEeTCsl BECTH COOTBETCTBYIOIIYIO paboTy B cdepe o00pa3oBaHMs,
npodeccnoHanbHOM TOATOTOBKM M HMH(poOpManuu oOmiecTBa. Jleknmapanus NpU3BIBAET K
3aKJIIOUYEHUIO JIBYyCTOPOHHHUX M MHOTOCTOPOHHHX JIOTOBOPOB, KOTOpBIE OBl COAEHCTBOBAIM
pacIIMpeHrI0 BO3MOXKHOCTEW pa3BUBAIOIIMXCS CTpaHaM Y4yacTBOBaTb B CO3/IaHUM U
pactpoCTpaHEeHUH HAy4YHbIX 3HAHMH B O0OJACTH TEHETHYECKHX J[JaHHBIX YeNOBeKa |
NPaKTUYECKUX HABBIKOB MX HCIOJIb30BaHMs. MexayHapoaHblid komuTeT 1o ouostuke (MKB)
n MexnpaBurenbcTBeHHbl komuter mo Ouostke (MIIKB) HOHECKO mpusBaHsl
COZIEMCTBOBAaTh NMPUMEHEHHIO JleKkmapanuu U pacnpOCTPAHEHUIO NMPOBO3MIAICHHBIX B HEH
MIPUHIIUIIOB.
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