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KonnuecTBo myOnuKaiuii, MOCBSIICHHBIX MOpoOjieMaM STHKH B Pa3IUYHBIX
00JIacCTAX HAyKH Ha CETOAHSIIHMI JCHb OrpoMHO. M37aHhl MHOTOTOMHBIC
pykoBojcTBa M ydeOHHMKHM. CyIIEeCTBYIOT pa3HOOOpa3HbIE ATHYCCKUE
KOMUTETH. Benercs pabora, HampaBjieHHas Ha BBIPAOOTKY pPEKOMEHIAIUi

TUYECKOTO XapakTepa, HUMEIOIMX 3HadYeHue i (yHIAMEHTAJIbHON W
MIPUKJIATHON HAYKH.




/1. buodrnyeckue  npodJeMbl _ MPOEKTA
«I'eHOM YeJI0BEeKa»
27 wrons 2000r. ydeHble 3asBWJIM O TOM, YTO
npolecc pacimu@poBKUA YEIOBEYECKOTO T€HOMA
3aBEPIIEH IMOYTH NOJHOCTBHIO. CIJIOBO MOYTH
O3HAYaET, YTO HEpACIIU(PPOBAHHBIMU OCTAIACH
JIVIIIb HEKOTOpast HAYTOXKHAS 4acThb
T€HETUYECKOTO TEKCTa. MTHOBEHHO Hay4dHBIE,
HAy4YHO-TIOMYJISIPHBIE, J1a W IPOCTO KYPHAJIBI
I JIOMOXO34€K HAIlOJHWINCh 3aroJIOBKaMH
«YdeHble pacmiudpoBaiy HaIllU TeHbI», « TaitHa
HACJICICTBEHHOCTH  pasrafgaHa»,  «OTKpbIT
CEKPET  BE€YHOM  MOJIOJIOCTU. OnHako
HACTOSIIMMA HAKajl CTpacTed B HAYYHOM
COOOIIIECTBE HAYAJICSI HAMHOTO paHbIIE, KOraa
YUYEHBIE BCETO MHUPA C HAMPSIKEHUEM CIICIUIIN,
KTO € MOOEIUT B TOHKE IO pacilu(ppoBKe
tekcta JHK demoeka: MexayHapoaHas
OpraHu3aius Mo U3y4YeHUIO TeHOMa 4YesioBeKa (
HUGO ) wim aMepukaHckas  4vacTHas
KOMIIaHHUS " Celera Genomics "
noapaszzaeneHue kopnopauuu ' Applera
(panee - "PE Biosystems "). 3to0

KnpOTHBOCTo;{HHe MMEET CBOIO MPEIBICTOPHIO.
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B 1988r. nmaypear HoGeneBckoit mpemun Jx.
YOTCOH, OIMH 13 NMEPBOOTKPHIBATEIICH CIIAPATIU
JIHK, nyOnmuyHo 3asBHMI O BO3MOXHOCTH
MTOJIHOM pacmnppoBKU HYKJICOTUIHOU
nociueaoareabHoctu JIHK denoBeka. B stom
K€ TOIy AaHAJOTMYHYIO MpoOiIeMy IOCTaBUII
aKaJgeMUK A.A. baes BBIJIAIOIIIUNCS
OTEUECTBEHHBIA  MOJIEKYJISIpHBIA  OHOJIOT.
[lepBoHauanibHO uJEsT 3Ta ObLIa BCTpEUYCHA
CKENITUYECKA TOTOMY YTO PEIIEHUE HJaHHOMN
3a7aud  MoTpeboBajo Obl  BHYIIMTEIbHBIX
3aTpat, 1 MOTJI0 ObI IPOIOIKATHCSA OCCKOHEUHO
noiroe Bpems. [eHoM 4enoBeka, TO €CTh
COBOKYITHOCTb BCEX TE€HOB OJTHOM
YEJI0BEUECKOU KJICTKH COCTAaBJISIET
OpUOIU3UTEILHO 3 MIpA. IMap OCHOBAaHHUM.
MeTtoauku cekBeHUpOBaHUS ( CEKBEHUPOBAHUE
— ONpEAECTICHUE MOCJIEA0BATEILHOCTH
HYKJICOTHJOB) M KOMIBIOTEPHONH 00pabOTKU
IaHHBIX Ha ypoBHe 1988 roma He oOemanu
CKOPOTO BBITIOJTHEHUS MTOCTABICHHOW 3aaaun. U
TEM HE MEHEE, BCKOPE YYEHBIE BCEro MHpaA
CTaJIi O0CYXJaTh €€ BCEPhE3.
/
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B CIIIA u 8 CCCP ¢ 1989r. 6b11a Hayara

[IpaButensctBO CIIIA yupennno npoekT
Human Genome Project ( HGP ), koTopsblii ObL1
paccunTad Ha 15 net. Iensro ero crano
ONPENECIICHUE MOJIHON CTPYKTYpPhl TEHOMA
yeaoBeKa ( CCKBEHUPOBAHUE U KaPTUPOBAHUE —
OIIpeJICICHUE MECTa PACIIOJIOKEHHUSI TEHOB Ha
XpoMocoMax). B Harei ctpane ObL1
opranv3oBaH Hay4yHbIl COBET MO MporpaMme
"T'enHom yenoBeka" Mo pykoBOJACTBOM ALA.
baesa. /i1 KoOpAMHALIMKA HALIMOHAJIBHBIX
HCCJIEIOBATEIbCKUX MPOrpaMM BO3HHUKJIA
MexayHapoaHasi OpraHu3alus Mo N3y4eHUIo
renoMa uenoBeka (HUGO). Ha momenT
co3nanus opranuzanuu HUGO B Hee Bonuin
HCCJIEIOBATEIN M3 IIECTH CTpaH Mupa (B
HACTOsIIee BpeMs UX OO0JIbIIIE) U JOTOBOPHUINCH
0 paboTe ¢ pa3IUUYHBIMUA XPOMOCOMaMH U O
COBMECTHOM OIPEJICJICHUHN U MyOIuKaIuu
IIOJIHOW CTPYKTYPBI TEHOMA.
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paboTa COOTBETCTBYIOIIUX HAYYHBIX MPOTPAMM.
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Ha nmosro Hammx COOTEUECTBEHHUKOB MPUIIIIOCH UCCIEN0BAHUE CTPYKTYP 3 U 19 xpomocom.
HenocpenctBeHHo ¢ Hayajga pabOT MO MPOEKTYy BCE €ro y4YaCTHUKH JAOTOBOPHMJINCH 00
OTKPBITOCTH M JOCTYIIHOCTH BCeH MOJy4aeMOod MH(pOpMAIMUA BHE 3aBUCHUMOCTH OT J0JIH
yyacTusi B MPoeKTe U OT rOCylapCTBEHHOM NMPUHAMJIEKHOCTH . HenmpeMeHHBIM yCclioBUEM
COOJIFOJICHUSI ATOTO IMPHUHIUIIA SBISJIOCH TO, YTO TOCJE 3aBEPIICHUS ONPEICTICHHOTO 00bema
paboTel  naboparopus JODKHa ObUla B YKa3aHHBIM CPOK  OMyOJMKOBAaTH  TEKCT
pacmiudppoBaHHoro (¢parmeHta B cetu Internet . B HacTosiee Bpems UMEIOTCA
00111e10CTyIHbIE 0a3bl JAHHBIX, B KOTOPBIX COCPEAOTOYEHA MH(POPMAIIUSI O CTPYKTYpe reHOMa
YEeJI0BEKA.
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OpnHako, paboTOM O CEKBEHUPOBAHUIO M KAPTUPOBAHUIO YEJIOBEYECKOI0 FT€HOMA CTalln
aKTUBHO 3aHUMAaThCsl YaCTHBIE KOMMeEpUeckue kopnopanuu. [locne Toro, kak OyayT
YCTAHOBJIEHBI TCHETUYECKUE MAPKEPHI TAKUX 3a00JI€BAHUM, KaK caxapHbIi quadeT,
aTepOCKJIEPO3, OMYyXOJIEBbIC 3a00JI€BaHUS, TAPKUHCOHU3M, 00JIe3Hb AJbLIreiMepa,
paccyXxaid OHHM, €CTb OCHOBAaHMS MOJIaraTh, YTO MEIUIIMHCKAsI TEHETUKA CIICJIACT
ONpE/ICIICHHBIC HA MYyTH K UX JICUCHUI0. BOT TyT TO ¥ IPUTOAATCSI 3HAHUS O IEPBUYHOMN
MOCJIEI0BATEIbHOCTH COOTBETCTBYIOIIUX F€HOB B 1IEJISIX CO3AaHUSI TCHETUUECKUX
KOHCTPYKTOB JIJIsl TEHHOM Teparuu.




Yro, ecnu 3anareHToBaTh TekcT ydactka JIHK mo ananmorum toro, kak B (hapMaxkojIoruu
opopmiisieTcss TaTeHT Ha (OpMyiy JIEKapCTBEHHOIO BElIECTBA WJIM Ha J000€ JApyroe
nzoopereHue B TexHuke? He cymutr nm 310 ¢daHTacTUYECKOW NPUOBLIN JIeprKaTeIsaM
nateHToB? Bonpoc putopuueckuii. Tem 6oinee, uro XXI Bek yxe celidac UMEHYIOT BEKOM
onorexHonoruu. YacTHple KOMITAHWHM, OJHOW M3 CaMbIX KPYMHBIX SBJISETCS Ha3BaHHas
Boimie " Celera Genomics ", BKIIFOUWIIUCH B TOHKY MO paciii@poBKe YEI0BEYECKOTO FEHOMA,
HAJEACh BBIUTPATh B HEW U TOdydyaTh NpUOBUIL OT mareHToBaHusi (pparmeHToB J[HK

\quOBeKa. /




/Ha CETOHSAIIHUY JIEHb MPAKTUYECKH
HEBO3MOXXHO HAWTH HAYYHO-
MCCIIEOBATEIIbCKY) OPraHU3allnio, B
KOTOPOM BBIXONY CTaTbH,
auccepTanu, MOHOTpaduu HE
npeanecTBoBaia Obl padoTa B
obnactu nareHtoBanus. [lareHTom
HAa3bIBAKOT TAKOW HAYYHBIW PE3YJIbTAT,
KOTOPBIY MPUOOPEIT YUCTYIO (hOpMY
TOBapa. B CBsI3u € 3TUM OCTPO BCTAET
BOIIPOC O CAMOM TEOPETUUECKOMN
BO3MOKHOCTH JIOIYILICHUS
naTeHToBaHus reHoB. OcTpbie 1e0aThl
MEXKY YYACTHUKAMU T€HOMHBIX
UCCIICIOBAHUM MOATBEPKAAOT (PaKT
WU3MEHEHHUS MTapaAUTrMbl COBPEMEHHOM
HayKH. [ [OHSITHBI apryMEHTBI YaCTHBIX
KOMITAHW, BJIOKUBIIIUX B
MCCIIEIOBAHUS 110 TPOEKTY MHOTHE
MHJUIMOHBI JOJUIAPOB U CTPEMSIIAXCS
NOJIy4UTh IpUOBLTL. U BCE XKe,
MIaTEHTOBAHNE T€HETUYECKOU
UH(pOpMaUU UMEET Psif
MPUHIUAMUAIBHBIX OTJIMYUH.




Bo-niepBbIx, 3a1a1uM BOIIPOC, MOKET JIU OBITh
YeJI0BEK aBTOPOM TOTO, YTO HE SIBIISICTCS
m10A0M ero Tpyaa? boiee ocTpo 3TOT BOIPOC
MOXHO chopmynupoBarh Tak: “Kupoit
opranusMm — 3To boxkue TBopeHue (TBOpeHHE
IPUPOJIBI, C MO3UIIMH YICHOT0-aTeUCTa) Uin
o AesitenbHOCTH GupMbl “IlerpoB u K 0 ?
YenoBek MOXKET ObITh COOCTBEHHUKOM CBOEI0
M300pETEHUS, M MbI 3HAEM, YTO
T0OPOCOBECTHBIN TPY/I JTOJKEH OBITh
BO3HArpaXeH, HO MOXKET JIK YeJIOBEK ObITh
JepKaTeaeM MaTeHTa €Cu CyTh ero padoThl
COCTOHUT TOJILKO B OIMCAHUHU OMOJIOTHUYECKOTO
oObekTa. B otnunu ot co3garens GopMysisl
HOBOTO JICKapCTBa, BEKTOpa JIJIsI TCHHOM
WH)KCHEPUH, TEKCT IePBUIHOMN
nocienoBarenpHocTH JIHK demoBeka He ObLI
TpaHC(HOPMUPOBAH UCCIIEIOBATENIEM, OH OBLI
TOJIBKO pacuin(poBaH.
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CTOUT HAaIOMHUTB, YTO B HAYKE CYIIECTBYET 00J1aCTh, UMEHYyeMas “‘OMOHMKA”. ITUM TEPMUHOM
0003HauaeTcsl MPUKIIAJIHOE 3HAHKE, U3y4arollee YCTPONUCTBO OMOIOTHUYECKUX OOBEKTOB U
BO3MOXXHOCTH MPUMEHEHUSI YCTAHOBJIEHHBIX 3aKOHOMEPHOCTEW B TEXHUKE. CaMbIM ITPOCTHIM
IPUMEPOM NPUMEHEHUS “TTO3aMMCTBOBAHHOTO™ Y IIPUPO/IbI MOKET ObITh 3aCTEKKA- JIMITy4Ka”,
KOTOpasi KOMUPYET MepOo NTHUIIBI C €T0 CUCTEMON 00pOI0K U Oopoouek . OTHUM U3 CaMBbIX
CJIO’)KHBIX — HEUPOKOMITBIOTED, B PA0OOTE KOTOPOTO MPUMEHEHBI TPUHIMIIBI ()YHKIIMOHUPOBAHUSI
HEUPOHHBIX ceTer. 11 B TOM U B Ipyrom ciayvae MaTe€HTYyeTCs HE ITUYbE EPO U HE HEUPOHHBIE
CTPYKTYpHI, a H300peTeHne, Pe3yJibTaT TBOPUECKON PadOThl YEIOBEUYECKOTO yMa.

nuthornaz.nih /




BropeiM  aprymeHTOM, KOTOpI)IM\

ONEPUPYIOT MPOTUBHUKH
MMATCHTOBAHUS  TC€HOB  SIBJISIETCA
ITOJIOKEHUE, 4TO
“KOMMEpIHaT3aIus MPOEKTA
«T€HOM YEJIOBEKA» HECET OIACHOCTh
OCHOBOIIOJIAT AN HAyYHOU
LIEHHOCTH — PUHIIUITY

OOBEKTUBHOCTH HAYYHOTO 3HAHUS
(IL.A. Tumenko «dPunocodckue
aCIIeKThl MEXKIYHApOIHOIO IPOEKTa
«TEHOM  4eJIOBEKa».  Marepualbl
HaydyHol koH(pepeHunu “Bricokue

TEXHOJIOTUU u COBPEMEHHas
nuBuIm3ays» M., 1998). JlaHHbII
TE3NUC HE HY>KJ1a€TCs B

pacmnppoBKe, XOTsI ObI MOTOMY, YTO
OOBEKTUBHO HalIM4ue (PUHAHCOBOIO
bakTopa, CBSI3aHHOTO Cc
MaTCHTOBAaHUEM  TE€HOB,  CMOXET
CUJIBHO 3aTOPMO3UTh JajbHEUIIee
MPAKTUYECKOE PUMECHEHUE
pEe3yIbTaTOB MPOEKTa 1o
KapTUPOBAHUIO T€HOMA. /




/Ha CETOIHSIITHUN MOMEHT OOJIBIIIMHCTBO
CIICIIMAJINCTOB  MPHUACPKUBACTCA  KOHCEPBATHUBHOM
MO3UIIMUA TI0 OTHOIIEHUIO K IPOIEeype MaTeHTOBAHUS
reHoB. “Urto co3maHo mpupoaorm u borom, HE MOXKET
MaTEHTOBATbCsI 4YeJ0oBEeKOM — cuuTtaroT oHu (M.JI.
TomyboBckuit  «HekaHOHMYECKHUE HACEICTBEHHbBIC
mMenenus» K-n  «IIpupoma» Ne .8-9, 2001).
OOcyxaeHue BONPOCOB OMOITHKM, CBA3aHHBIX C
HCCJICIOBAHUEM 4YEJIOBEYECKOIr0 I'€HOMa OTJIMYaAeTCS
OCTPOTOH. DTO CHPABEIJIMBO OTMETHI aKaJIeMUK A.A.
baeB, «..r€eHOM 4YeJIOBEKa — 3TO YK€ HE TOJBKO
dbyHIaMeHTalbHaAs Hay4yHas MpooiieMa, HO U KPYITHOE
COllMalbHOE SBJICHHWE, Kak (UHAHCOBOE, TaK M
MPOM3BOJCTBEHHOE. M3ydyeHne TreHomMa JOCTUIIO
TaKOI'O COCTOSIHHS, 4TO M T'yYMaHUTapuH,
3aHUMAKoIIUecs BompocamMu (puiIocohuu, COIUOIOTHH,
npaBa, HM PpEIMTHO3HBIE JCATENIH, HM  BOOOIIE
OOIIIECTBEHHOCTh  JOJDKHBI, HAKOHEIl, BIUIOTHYIO
3aHATHCS Bompocamu OuodTukm». (baeB A.A. «l'eHoMm
YeJI0BEKa»: HEKOTOPBhIE ATHUKO-IIPABOBBIE IIPOOIEMBI
Hacrosiero u oyaymero // Yemosek. 1995.Ne 2. C. 9.).

N




bypHOoe pa3BuTHE HAayKu U TEXHOJOTHUU B XX\
BEKC U TPUBEIO K TOMY, 4YTO Hayka H, B
JaCTHOCTH, OMOJOTHS W MEIUIIMHA TOJTy4usia
KOJIOCCAJTbHBIE BO3MOYKHOCTH BMEIIMBATHCS B
CYIIIECTBOBAaHUE OHMOJIOTUYECKUX OOBEKTOB H
YyeloBeKa.  OJTO  MO3BOJWJIO  Hapsay  C
HaJICKTaMH BBICKA3aTh W OTMACEHUs, CBI3AHHBIC
C TPaHMUIIAMU JOIMYCTUMOTO MAHUITYJIUPOBAHUS
OMOJIOTMYECKUMHU  TPOIECcCaMH,  OCOOEHHO
UMEIOIIMMH OTHOIIIEHWE K JIoAsiM. B kauecTse
(GOpMBI TAaKOTO TPEAYNPEAUTEIIBHOTO 3HAHUS
MOXKHO Ha CETOJHSAIIHUMA JIeHb paccMaTpuUBaTh
OHO3TUKY.
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[IpoGnema onpeaeneHus OMOATUKU HE pellieHa
10 koH1a. Komy-To oHa nmpeacraBisieTcst Kak
METO0JIOTHSI COMIOCTABJIEHUS €CTECTBEHHO-
Hay4YHOT'0 ¥ TyMaHUTApHOTO (IIPEXkK]Ie BCEro
dbunocodckoro) 3Hanus. Hekoropeie
MPEIOoIaratoT, 4To Mo TEPMUHOM OMOITHKA
IIOHMMAETCSl HpaBCTBEHHAas Ppuitocodus.
CymiecTByeT MO3UIHS, COTIACHO KOTOPOU
OMO3THKA — aBTOHOMHAs JUCLMUIUINHA,
OTCTOSIIAs OT MPO(PECCUOHATBLHOM ITUKH.
ABTOPCTBO TepMHHA “OMOATHUKA’ MPUHAICKHUT
Bany Penccenepy Ilortepy (V. R . Potter)
KOTOpHIN B 1971 roy B CBOEH KHUTE
“buostuka: MOCT B Oyjyliiee” onpeaesInI 3Ty
JTUCHUIUIMHY KaK “‘COCAMHEHUE CUCTEMBI
OMOJIOTUYECKOTO 3HAHUS C TIO3HAHUEM CHUCTEMBbI
YyeJIOBEYECKUX IIeHHOCTeN . OH mpeaiarai
paccMaTpuBaTh OMOATHUKY KaK CBO€OOpa3HbIN
BU/JI 3HAHUS, 3a]]a4a KOTOPOTO — yKa3aTh Kak
MMEHHO CJIEYET JaHHbIC HAYKU IS
JTOCTHXKEHUS COLIMAJIbHBIX OJar.




C ero uMeHEeM CBS3BIBAIOT B3MISI HA OMOATUKY
KaKk Ha HayKy O BbIKHBaHMU ( science of
survival ). Onpenenenue, npeHamaiexaiiee B.T.
Paitxy ( W . T . Reich , Encyclopedia of
Bioethics , 1978) koropoe mnepBoHa4YaIbHO
3By4asao KakK ‘“‘CMCTeMaTHYE€CKOE HCCIIEA0BaHHUE
YEeJI0BEUECKOr0 IMOBEJCHUS B paMKaxX HayK o
KU3HU M 3JI0pOBbE, IIPOBOJIUMOE B CBETE
HPABCTBEHHBIX IICHHOCTEWM W MOPHUHIUIOB B
1995 romy wu3MeEHSIETCS B HOBOM H3JAaHUU
SHIUKJIOICTUN Ha “crUCTEMAaTUYECKOE
HCCIICIOBAHUE HPABCTBEHHBIX I1apaMETpPOB —
BKJIIOYasi MOpPaJIbHYH  OIICHKY, peIIeHus,
MOBEJACHUS, OPUCHTUPHI U T.II. — JOCTHXKCHUM
OMOJIOTMYECKUX W MEIMIMHCKUX HayK C
IPUBJICYCHUEM  PA3HOOOPA3HBIX  ATUYECKHX
METOJIOJIOTUH B MEKHAyYHOU (hOPMYITHUPOBKE” .
Takum o00pa3oM B  BEICHUM OHOITHUKHU
OKa3bIBAIOTCS CJEAYIOMINE YeThipe o0nactu (

ut . 1o J. Crpeuya , B. Tam0one , buoaTuka.
Yuebnuk. M., 2002 c. 21):

\ /
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a) IpO0IEMbI ITUKH B MEIUIIMHCKOM IIPAKTUKE;

0) oruueckue npoOiaeMbl B 00JaCTH HCCICHOBAHUIM,
BKJIIOYAIOIME YEJIOBEKA KaK OOBEKT MCCIICAOBAHUS, JTAXE B
TOM ClydYae, €CIIM OHM HE€ HMEIT HEHOCPEACTBEHHOIO
OTHOILICHUS K T€pallu;

B) cCoOLIMAJIbHBIC IPOOJIEMBI, CBS3aHHBIC C IIOJUTHKOM B
o0J1acTu 3IpaBOOXPaHCHUS (HaIMOHAJILHOM 7|
MEKJIKHAPOIHOM );

r) IpoOJeMbl, BBI3BAHHBIC BMEIIATCIHLCTBOM YEJIOBEKA B
OMONOTHYECKHUE MPOIECCHI, MPOUCXOISIINE B OKPYKaIOIICH
cpere (PKOIOTrUUeCcKasi STHKA).

N /
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2. dTHYecKue NPo0JaeMbl NPUKJIATHBIX TeHHBIX TEXHOJIOT U,
MoxkHO 0€3 mIpeyBeIMYEHMS yTBEPKJaTh, UTO OHMOATHKA MOJy4YHMia HEMOCPEACTBEHHBIN

TOJIYOK K Pa3BUTHUIO Onarofapsi COBpEMEHHbBIM JOCTHXKCHUAM B 00JIaCTH T€HETUKU UM T€HHOM
WHXXeHepuu. Hrke NpuBEAEHBI HEKOTOPHIE MCTOPUYECKUE OTallbl Pa3BUTUS TE€HETHKHU,
KOTOPbI€ HEOOXOAUMO 3HATh JIJI MPABUIIBHOTO MTOHUMAHUS ATUYECKUX TEPMUHOB ITPOOJIEMBI:
1956 ron — “nOBTOPHOE” OTKPBITUE XPOMOCOM YEIOBEKA KAK TCHETUYECKOTO MAaTEPHUAIa;
1967 ron — Ha4aJI0 UCIIOJIB30BAHUS METOJOB IPEHATATLHON JUArHOCTUKH;

1969 ron — OTKpBITHE SBICHUS YHIOHYKIIE034 ;

* roJl — noiy4deHue neproi pekomorunantaou JJTHK;

1988 rom — npuMeHEHUE TEHHOM T€PANUU B KIIMHUKE.

MBI CTaHOBUMCS CBUJICTENSIMU YCKOPEHUS TEMIIOB Pa3BUTHUSA 3TOM HayKu. B coBpemMeHHYIO
MEIWIUHY BXOASAT Takue wmeroguku, kak JIHK-mumarHoctuka, TreHHas Tepanwusi.
broTexXHOIOTHA U TEHHAS MHXKEHEPHUS MMEPEKUBAIOT SIIOXY CTPEMUTEIBHOTO PA3BUTHSL.
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OTHYECKas OLEHKA YKE JIOCTUTHYTOTO
OTJIMYAETCS MHOTOOOpa3ueM TOUYEK 3PEHHUS.
ONTUMUCTBI BUIST OTPOMHBIE MTEPCIIEKTHUBHI,
OTKpBIBAIOIIHUECS B 00JIaCTH T€HETUYECKOM
Tepanuu U OUOTEXHOJIOTUU. ONTUMUCTUYECKOE
OTHOIIIEHHE 00JIe€ CBOMCTBEHHO YUEHBIM —
HETOCPEACTBEHHBIM YYaCTHUKAM PaldoT,
MOJIEKYJISIpHBIM OHojIoraM, reHeThkam. Jpyras
TOUYKa 3peHUs 00jIee pacpoCcTpaHeHa Cpeau
10pucToB U punocodon. Te, kTo ee
MpUJIePKUBACTCS, BECbMa 03a004YEHBI
BO3MOKHOCTBI) TEHETUYECKUX U3MECHECHU,
KOTOPBIE, OJTHAX/IbI HAYABIINCh, MOTYT
“U3MEHUTH T€HETUYECKUH NOPTPET
YEJIOBEYECTBA HACTOJIBKO, YTO B COOTHECEHUH C
MOCJIEICTBUSIMU 3TOM “pEBOJIOIUU MOTYT
IOKAa3aThCA HUYTOKHBIMM TTOCJIEICTBUSA
CYIIIECTBOBABIIMX BOMH U KatacTpod”.
[ToHATHO, YTO NPEACTABUTEININ KAK IIEPBOM, TaK
Y BTOPOM TOYEK 3PECHUS 3AaMHTEPECOBAHBI B
(bopMHUpOBaHUY 3aKOHOAATEIBLHOM 0as3bl,
OJarompusATCTBYIOIICH UX HHTEPECaM.
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/HpaBCTBeHHBIﬁ (dakTOp HUKOTAA €ule He ObUI TaK BaKeH ISl pa3BUTHUS OHOJIOTMU U \
MeIUIUHBI. IMEHHO HAyYHBIE OTKPBITUS MOCIYXKWIN IPUYUHOM TOTO, YTO 3TUKA, UMEIOIIAs
OpsIMOE OTHONIIEHHE K MpoOjJeMaM 4YeJIOBEUECKOM IKU3HHU, CTAHOBUTCS OOBEKTOM
MIPUCTAIIBHOTO BHUMAHUSA HE TOJBKO CPEAY Kpyra CIEMUAIUCTOB, HO B CAMOM IIUPOKOM

CMBICJIC CTAHOBHUTCS CBS3YIOIIUM 3BEHOM, IO3BOJISIONIMM pPa3peliuTh MpPoOeMy JOBEpHs
BCEX WICHOB OOINECTBA K HAYYHOMY COOOIIIECTRY.




[Ipobnema 3ta — mpoOiema JoBepHrs, OCHOBaHHAsI B cliydyae, HalpuMep, FTeHHON
Tepanvu Ha JOOPOCOBECTHOM OMPEACICHUHA BO3MOXKHBIX TOJIB3bI U BpeAa, a B
cillydyae T€HHOW JUAarHOCTUKW Ha MPUHIUIIAX COOJIOIECHUS] BpaueOHOW TalHBI U
MPUHIIUIIE YBAXXEHHUSI aBTOHOMUU JIMYHOCTU aKTyaJWU3UPYET 3HAUCHUE OMOITHUKHU
HE TOJIbKO B KQUE€CTBE 30HBI JMAJIOTa, HAIIPABICHHON Ha PEIICHUE 00CYKIaEMbIX
3aJla4, HO U B Ka4eCTBE A1eMeHTa (DOPMUPYIOIIETo MPaBOBYIO 0a3y B HAYKE.




6ep1351e MIPABOBBIE IOKYMEHTHI ObUIH CPOPMUPOBAHBI HA OCHOBE 3aKJIHOYEHUM KOH(I)epeHL[I/II/I\
1975 roma, nmpoxoauBuie B A3uiIoMape , yYaCTHUKAMH KOTOPOW SIBJISUIUCH KPYITHEUIIINE
CIELMATUCTBl B O0JACTH MOJEKYISIPHOM T€HETHUKU. BrepBbie Ha 3TOM KOH(MEPEHUIHUH ObLI
BbIpAa0OTaH NPUHLMI  KJIaCCU(PUKAIUM  CTENEHEW OMacCHOCTH, COCTAaBJI€H  CIIHCOK
3alpPElICHHBIX HJKCIIEPUMEHTOB, a TaKXe YyKa3aHa HEO0OXOJUMOCTh 3aKOHOIATEIIbHON
periaMeHTalud U HAaOIIOICHUS B OTHOIIEHUM T€HHOMHXKEHEPHOU AesiTenbHOCTH. Hanbomnee

BA’KHBIMH IOPUANYCCKUMH JOKYMCHTAMHU B HACTOAIICC BPCMA SABJIAIOTCA:
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* «Bceobmas gexiapanusi 0 reHOME 4YeJOBEeKa M O IpaBax 4YeJIOBEKa», MPUHSTas Ha
I'enepansHoit accambieeit FOHECKO B 1997r. u koTopas siBisieTcsl IEPBbIM, KaK CKa3aHO B
PEAUCIIOBUH, BCEOOIIUM MPABOBBIM aKTOM B 00J1aCTH OMOJIOTHY;

* «KonBennusi CoBera EBpomnbl 0 3ammTe MpaB U JOCTOMHCTBA YEJIOBEKA B CBS3U C
MPUIOKEHUSIMU OMOJIOTUU U MeAuIMHbl: KOHBEHIMS O MpaBax yeaoBeKa U OMOMETUIIUHEY,
npuHsTags B 1996 romy crpaHamMu — ydacTHHMKamu EBpocoBeTa (IJle T€HOMY YelOoBEKa
HEeTMKOM MocBdaiieHbl ctatbu 11-14 pasgena VI ). Komuter MunuctpoB CoBera EBporibl
OJI0OpUJI U JTOMOJTHUTEIBHBIA MPOTOKON (B YUCIE APYTHX JOMOJTHUTEIBHBIX MPOTOKOJIOB)
3anpenianui KIOHUPOBAHUE YEI0BEKa,;

* Pexomenmarusa NeP(92)3 Komurera MunuctpoB Coera EBponbl 1o mpobiemam
JUAarHOCTUKU U MacCOBOTO T€HETUYECKOTO 00OCIEA0BAHUS HACEIEHHUS, TPOBOAUMOIO B LIEJISIX
OXpaHbI 310POBbS;

» PykoBoactBo BO3 «Proposed International Guidelines on Ethical Issues in Medical
Genetics and Genetic Services», TMOCBSIIIEHHOE ATUYECKUM MpoOJieMaM METUIIMHCKOM
reHeTuku . (1997 ron).

» 3assienue BO3 B oTHolIeHUHn KiIoHUpoBaHUs 4denoBeka (« Declaration sur le clonage »,
Rapp . Ne756- CR /97) (1997 ron).
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mepBble JBa JIOKYMEHTA UMEIOT ISl HAC
NpUHIUNHATLHOE 3HaUeHue. «BceoOas
JeKJIapanys 0 TEHOME Y€JIOBEKA U O MPaBax
yenoseka» (FOHECKO) noctynupyer, 4to
«TE€HOM YE€JIOBEKA JICKUT B OCHOBE
H3HAYaIbHOM OOITHOCTH BCEX MPEICTaBUTEICH
YEJI0BEYECKOr0 POJIa, a TAK)KE MPU3HAHUS UX
HEOTHEMJIEMOTO TOCTOMHCTBA U pa3HO00pa3usl.
['eHOM 4desioBEeKa 3HAaMEHYET COOOM T0CTOsSIHKE
yenoBeuecTBa» (cT. 1). Crenyronien crarben
yTBEpKIaeTcsa « a ) Kaxkaplil 4eJI0BeK UMEET
IPaBO Ha YBAXXEHHE €r0 JJOCTOUMHCTBA U €r0
paB, BHE 3aBUCUMOCTH OT €ro T€HETUYECKUX
XapakTepucTuk. b ) Takoe JOCTOMHCTBO
HETPEJIOKHO 03HAYAET, YTO JIMYHOCTH YEJIOBEKA
HE MOXET CBOJIUTHCA K €r0 T€HETUYECKUM
XapaKTEPUCTUKAM, U TPeOyeT YBaXKEHUS €ro
YHUKAJIbHOCTH U HEIOBTOPUMOCTHY.
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B 3Toi1 4acTu 3aKk0Ha MOAPA3yMEBAETCS, YTO TEJIECHOCThIO (B YaCTHOCTH, TEHOMOM ) HE
VCUEPIIBIBAETCA TOCTOMHCTBO YEIIOBEKA, OTHAKO TEJIIECHOCTh COCTABIAET CylIECTBEHHBIN
KOMITOHEHT PEaJbHOCTH YEJIOBEUECKOTO OBITHS U TEHETUYECKHUI KO/l B JAHHOM Clly4ae
paccMaTpUBaETCs KaK OCHOBHAs NIYOWHHAs CTPYKTypa TelaecHOCTU. CTaThs 4 MIACUT O TOM,
YTO «T€HOM YEJIOBEKA B €TI0 ECTECTBEHHOM COCTOSIHUU HE JOJKEH CIYKUTh UCTOUHUKOM
U3BJICYEHUS 10X00B». CTaThs S, MOAPOOHO pacKphIBAIOIIAs 3HAUCHUE MPUHIUTIA
UH(POPMUPOBAHHOTO COITIACHS, COIEPIKUT MOJIOKEHHUE, COTTIACHO KOTOPOMY JIFOOBIE
JI€4€OHBIE UM TUATHOCTUYECKUE MAHUNYJIAIMU CBSI3aHHBIE C TEHOMOM MOTYT IPOBOJIUTHCS
MOCJIE THIATEIbHOW MPEABAPUTEIBHON OLIEHKU CBSI3aHHBIX C HUMU “pHUCKOB” M “mOJb3”. «Bo
BCEX CIIyUasiX CJIEAYET 3apydarbCs MpeaBapuTEIbHbIM, CBOOOAHBIM U SICHO BBIPA’KEHHBIM
COITIACUEM 3aMHTEPECOBAHHOIO JUIA. ECIIM OHO HE B COCTOSIHUU €T0 BBIPA3UTh, TO COTJIACHE
WJIW Pa3pEICHUE TOIAKHBI ObITh MOJYYEHBI B COOTBETCTBUU C 3aKOHOM, UCXO/ISI U3 BBICIIUX
KI/IHTGI)CCOB ATOTO JINIA» TOBOPUTCS B ITOM CTAThE. j
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B caenyromeid 4acTu CTaThbu 3aKJIIOYEH MPHUHIUMI JOOPOBOJBLHOM HH(POPMHUPOBAHHOCTH:
«JIOJDKHO  COOJIFoaThCsl MpaBO  KaXKJIOro 4eJloBeKa peliarh ObITh WM HE  OBITh
MH(POPMUPOBAHHBIM O pe3yJibTaTax I'€HETHYECKOIO0 aHaliu3a M €ero IOCIEACTBUIX». B
JeKIapaluyd MOCTYJIUPYETCS YTO «I0 MHPU3HAKY IEHETHUYECKUX XapPaKTePUCTUK HHUKTO HE
MOXKET MOJIBEPraThbCs JUCKPUMHUHALIMM, LN WM PE3YyIbTaThl KOTOPOU MPEJACTAaBISIOT CO00
MoCAraTebCTBO Ha IIpaBa yeJIoOBeKa, OCHOBHBIE CBOOOABI U YEIOBEUECKOE JOCTOMHCTBO» (CT.
6). YTBepkaaeTcss MpaBO Ha Ha CIPABEJIMBYH KOMIIEHCAILIMIO TOTO WJIM HWHOTO yIepoa,
IPUYUHEHHOTO B PE3y/IbTaTe HEMOCPEACTBEHHOTO U JIETEPMUHHUPYIOIIETO BO3ICHCTBUS HA €T0
F€HOM B COOTBETCTBUM ¢ 3akoHojarelbcTBOM (cT. 8). Iloctymupyercs, dYTO
«KOH(DUJEHITMAIBHOCTh TEHETUYSCKUX JIAHHBIX, KOTOPhIE KACAIOTCS YeJIOBEKa, UYbsl TUUYHOCTD
MOXET OBITh YCTAHOBJICHA, M KOTOPbIC XPAHSATCS WM MOJBEPraroTcs 00pabOTKE B HAyYHBIX
WM JIIOOBIX JPYTHX IEeNsIX, JOJDKHA OXPaHAThCS B COOTBETCTBUM C 3aKOHOM» (CT. 7).
YTBepKIaeTcs: mpaBo BCEOOIIEro J0CTyNa K JOCTHXKEHUSIM HAyKH B 00JaCTSIX, KacaroIUXCs
r€HOMa 4YeJOBEKa IIpU YCJIOBMH JIOJDKHOTO YBaXKCHHs JOCTOMHCTBA M IIPpaB KaxKJOro
YyeJIOBEKa.
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«Konennuss CoBera EBpombl 0 3amuTe IpaB M JIOCTOMHCTBA 4YEJIOBEKa B CBSI3M C
MPUIOKEHUSIMU OHUOJIOTHM M MeIuIIHbI: KOHBEHIMS O mpaBaxX 4YeloBEeKa U OMOMEIUIIMHE)
OMUpPaAETCs Ha MOJIOKEHUE OT TOM, UTO «MHTEPECHI U OJIaro OTACIBLHOIO YeJIOBEKa MPEeBaATUPYIOT
HaJl MHTepecaMu oOiiecTBa Win Hayku» (cT. 2). ImaBa VI ozarnaBinena «I'eHOM yenoBeKa» U
Qmepxcm CIEAYIOIIHUE CTaThH, TEKCT KOTOPHIX HUKE MTPUBOJIUTCS LIEITMKOM: /
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Crarbs 11. (3anper Ha AUCKPUMUHAIIUIO)

JIrobast ¢opma NHCKPUMHHAIIUM B OTHOIICHHWM JIMIA TI0 MNPH3HAKY €r0 TEHETHYECKOTO
HacJIeIUs 3amperiaeTcs.

Cratps 12. (ITporaoctuyeckoe reHeTUYECKOE TECTUPOBAHUE)

[IporHOoCTHYECKHE TECThl HA HAJIWYME TEHETHYECKOTO 3a00JieBaHUS WJIM Ha HaJIUYUe
TeHETUYECKON MPEPACIIONIOKEHHOCTH K TOMY WJIM HHOMY 3a00JI€BaHUIO MOTYT ITPOBOAUTHCS
TOJIbKO B MEIUIMHCKUX MEISIX WIA B IEIIX MEIUIMHCKONW HAayKd W TPU YCIOBHUH
HaJJIeKaIeH KOHCYIbTAIUM CTICIIHaINCTa-TeHETHKA.

Crarps 13. (BMmemarenbCcTBO B TEHOM YEI0BEKA)

BwmemaTensCcTBO B T€HOM 4YEJIOBEKa, HANpaBIEHHOE Ha €ro MoAu(HUKaIuio, MOXET OBITh

OCYIIIECTBJICHO JIUIIb B MPOGUIAKTHICCKUX, TUATHOCTUUCCKUX W TEPANEBTUUECKUX HEIISIX
U TOJBKO TPH YCJIOBHUH, YTO OHO HE HANpPaBICHO HAa M3MCHEHHWE T€HOMa HACJICIHHKOR

JAHHOTO YEJIOBEKA.

Crarbs 14. (3anpeT Ha BBIOOp 10J1a)

He nmomyckaeTcs  WCHONB30BaHME  BCIIOMOTATEIbHBIM ~ MEAMIIMHCKUX  TEXHOJIOTHH
JIETOPOXKACHHMS B IIEJISIX BbIOOpa moJia OyayIiero pedbeHka, 3a HCKIIUEHHEM CIydaeB, Korua

ATO JICJIAETCS C TEM, YTOOBI MPEAOTBPATUTh HACIEAOBAHUE OYIyIIUM PEOCHKOM 3a00JICBaHMUS,
CBSI3aHHOTO C T10JIOM.

K KoHBEHIIMM UMEETCA AOIOJHUTEIBHBIN IMTPOTOKOJ O 3aMPETE KIOHUPOBAHUS YEJIOBEKA.
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