TEMA HOMEPA

brnos3TnKa — 3TO pa3MbilLU/IeHnA
O NMpVMeHeHNN Hay4YHbIX
N TEXHONOrNYeCKNX AOCTIKEHNN
Ha 6naro niogen

oKTAGpe 2017 ropa oTme-
yanocb 20-netne KoHseH-
UMM O 3awuTe npaB ue-
noBeKa N 4enoBevyeckoro
AOCTOMHCTBA B CBA3UN C NpuUMeHe-
HUeM AOCTVKEeHUn 6uonorun n me-
AVLMHDbI, OTKPbITON K NOgNMcaHuio
B I. OBbego (Ucnanums). MpepctaBu-
Tenu pegakuum nob6biBanu Ha no-
CBALLEHHbIX 3TOMY CO6bITUIO Mepo-
NPUATUAX U PEennn OCBeTUTb UX
1 Ha cTpaHuLUax »KypHana, npepo-
CTaBMB BHUMaHUIO yuTatenen He-
CKOJIbKO MaTepuasnoB, NoNy4YeHHbIX
N3 nepBbiX PyK, — OT cneuuanu-
CTOB, HENOCPeACTBEHHO 3aHMMalo-
WMXCA Bonpocamul 6Mo3TuKM.
KoHBeHUnA OBbeno, Kak HUKAKOM
OpYyro HOPMaTUBHBIN aKT, perynu-
pYyIOLWMIA COBPEMEHHbIE OTHOLLEHMS,
ycTpemsieHa B Oyayuwee. Ha 106u-
nenHon KoHbepeHLnn cobpannch, B
TOM uucne, BUAHblE YYeHble U opu-
CTbl, 3aUHTEPECOBaHHbIE B Pa3BUTUM
6uomeanLUMHbI Kak Te, KTO CToAn Y
NCTOKOB paboTbl KomuTeTa 1 camon
KoHBeHUUH, TaK 1 Te, B Ube MOoJe UH-
TepecoB OMO3TMKa Mnonana COBCEM
HepaBHo. JlopaHc JlbBodd, pykoso-
OuTenb oTaena no 6Mo3TuKe 1 cekpe-
Tapb KomuTeTa no 6uoatuke (DH-BIO)
CoBeta EBponbl cormacunacb patb
MHTEPBbIO MO ropAYMM Ciepam, cpa-
3y MO OKOHYaHMKW NOC/IefHeNn ceccnm
MeponpuATHA.

KakoBbl Bawu nepsbie owyuie-
HUA MO 3aBepleHUn 3TOro Mmac-
wrabHoro co6biTMA? [lOCTUrHYTbI
nn Te yenun, Kotopbie Bbl ctaBunAm,
nnaHupys ero?

Cpa3sy oroBopiocb, YTO NpasusibHee
6b1710 Obl FOBOPUTb O LIENAX, KOTOPbIE
CTaBWJ1 BECb KOJINIEKTUB, BECb KomuTerT.
[la, ncxopa 13 obLWMX NTOTOB KOHbe-
PeHLMK, Mbl CAEMaNN BCe TO, YTO ObINO
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3annaHnpoBaHo. lNepBasd Lenb — oye-
BUJHasA, 3TO TOPXKeCTBO Mo nosogy 20-
netus KoHBeHuuwn. 1A BCex Hac 3To
3HauMmoe cobbiTne, Tem bonee yTo
npumeHeHre KoHBeHLMM 3a Takow fo-
CTaTOYHO MPOAOIIKUTENbHBIA Meproa
NMoKasano ee *KM3HecnocobHOCTb, BOC-
TpeboBaHHOCTb Y BHEBPEMEHHYIO aK-
TyanbHOCTb.

BTopas uenb, KOTOPYO Mbl Kak op-
raHmsatopbl npecnefoBanu, — Mpu-
JaTb 3TON KOHdepeHUuMn nepcnek-
TUBHbI XapakTep. Bcerga BaXkHO
BMAETb HOBble FOPV3OHTbI B Pa3Bu-
TUKW, 3TO MO3BOMAET MAAHUPOBATb
CBOIO A€ATENbHOCTD. A YK 11151 TaKOro
XKMBOTO, KaK A CYnTalo, HOPMATUBHO-
ro akta, kak KoHeeHuuna OBbefo, Bu-
LEeHNe nepcrnekTuB obpeTaeT ocobyio
3HAUMMOCTb.

B uem 3aknwuarTca 3Tu nep-
cnekTuBbI?

Hayka He cTOMT Ha mecTe, 1 B pe-
3ynbTaTe ee MOCTOAHHOIrO Pa3BUTWA
MOSABAAIOTCA AOCTUKEHWSA, MPUMeHe-
HVe KOTOpPbIX CTaBWUT OMnpefeneHHbI
Bbi30oB 06LwectBy. Qunocodus, Mo-
panb, 3TVKa, HPAaBCTBEHHbIE Havana —
CerofHA BCe 3TO He OTBJIeYEHHbIE
MOHATUSA, @ Hambornee akTyanbHble 06-
nactu. Hanpumep, passute reHHown
UHXEHEPUY, PefakTUPOBaHNE TEHOB
BBOZAT YENOBEYECTBO B Chepbl, paHee
CuMTaBLUMECA HELOCTYMHbIMK 1 Jaxe
OoTHOCUMble K bBoxbemy npombichy.
W niogam BaxHO BMAeTb uyeTKme rpa-
HVILbl [JO3BOJIEHHOTO B MPAKTUYECKOM
MCNOMb30BaHNV HayYHbIX PeBONOLU-
OHHbIX pa3paboToK.
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B uem Torgpa coctomt 3apaua
topucnpyaeHuynn? B Tom, u4TOOGDI
KOPpPEeKTHO BBeCTM B npaBoBoe
none Mcnonb3oBaHNe Hay4HbIX JO-
CTUKEeHNA?

JTO He MpOCTOM BOMPOC BOMPOC.
Ho wn cerogHAwHAA puCKyccnsa, u
cemMMHap, npoweawniA B Aekabpe
2016 ropa’ B pamKax NoAroToBKU K ce-
rogHALWHeNn KoHbepeHLUnm, Nokasanu,
4TO pAA MPUHLMMNOB, 3a/IOKEHHbIX B
KoHBeHUMK, He ABNAIOTCA NpeaMeTOM
ANCKYCCUMWN B HACTOALLMIA MOMEHT, Of-
HaKO CyLLecTByeT HacCToATeNIbHaA Mo-
TpebHOCTb B WX pa3bACHEHUW, B Ae-
MOHCTpaLMK MexaH13ma TOro, Kak ux
NPVYMeHATb. APKMM NprMepoM ABNA-
eTcA npuHUMN [OOPOBOSIBHOTO WH-
dopmupoBaHHoro cornacua. OH cy-
LlecTByeT [JaBHO, €ro 3Ha4YeHne Bcemu
MpW3HaHO, HO BCe paBHO OCTaeTcA
MHO>eCTBO BOMPOCOB MO ero npakTu-
yeckom peanusaumun. Bo mHorux rocy-
JapcTBax — YyuyacTHUKax KoHBeHLUW
3TOT NPUHLMN OCTaeTcA AeKapaTus-
HbIM, PaMOYHbIM, HE HaMoSIHEHHbIM
peanbHbIMY, [ENCTBYIOWNMN HaLMO-
HanbHbIMM HOPMaMW, K OTTOTO OH He
nMeeT paboumx perynAaTiBHbIX Mexa-
H/3MOB.

Kak BblGupanucb Tembl pgns
to6uneintHonn KoHdepeHuun? Pac-
CMaTpuUBaNucb N KaKkue-To HOBble
o6nacTu, KoTopble MOXXHO Ha3BaTb
PEeBONIOUNOHHbIMY, CAeNaBMU
ABHbIN NpopbiB B 06nacT 6uortex-
Honoruin?

Mporpamma KoHdpepeHUnn pa3spa-
6aTbiBaNacb Ha OCHOBaHUV BOMPOCHU-
Ka, KOTOPbIA paccbinanca BCeM usie-
Ham KomuTteTa no 61o03TUKe 1 gpyrim
paboTatomm B 31Ol cdepe opraHu3a-
LMAM 1 Oblfl HANPAaBJIEH Ha BbIAIBIIEHNE
Hanbonee akTyaNbHbIX A HUX ceruac
BOMPOCOB. TeMbl, BK/IlOYaeMble B BO-
NPOCHUK, OTOUPANMCb LeNCTBATENBHO
TWATENIbHO, U K CTaBLIUM YyXe Tpagu-
LUMOHHbIMA Cdepam, Hampumep Cyp-
poraTHOMy MaTepUHCTBY, [OO6ABUNNCH
HOBble — TFeHHas UHXEHEepPUs, reHHas
OUCKpYMMHaumMA. Bepb 6GuoTexHono-
rAn 3aTparvBaioT MpaBa YenoBeKa BO
MHOTUX 0611acTAX, B TOM UKC/e U ero
TPyLOBble, COLMalbHble MpaBa.

! https://www.coe.int/ru/web/bioethics/
international-case-law-and-bioethics

cyabAa / JEKABPb / 2017

Kak cellyac npumeHsAl0TCA pe-
3ynbTaTbl reHeTUYECKMX uccne-
AoBaHun? HackonbKo 3TOT npo-
Lecc lopuanyYecKkn yperynnpoBaH
B EBpone?

HoBble TexXHOMOrMM B FeHHOW WH-
YKeHepun NosABATCA ObICTPO, HO, He-
CMOTPSA Ha NPUCYLLYI0 UM CKOPOCTb 1
HOBW3HY, OHM OXBaTblBAlOTCA MPOTO-
Konamu K KoHBeHUWK, B TOM umncne B
BOMPOCAX, KacaloLmxca 3aWmnTbl yacT-
HOW M3HWU. Ecnun, gonycTtum, yenosek
POAMNCA U XKMBET B CEMbE C KaKUM-TO
reHeTuYyecknm 3aboneBaHMem, TO OH
MOXET MNPOBECT TeCTUPOBaHWe, re-
HeTMYecKoe MCCNeaoBaHMe, KOTopoe
No3BONUT BbIABUTb Hanuuue (Mnu oT-
CyTCTBME) KakoM-nmbo MyTauuu B ero
reHax. COBpEMEeHHble TeXHOMOrnn
[aloT BO3MOXHOCTb MOJyYmnTb He Npo-
CTO UHGOPMALIMIO O KOHKPETHON Npo-
6neme, HO BCIO KOMMJIEKCHYIO FEHEeTU-
UecKyto XapaKTepucTuKy Yenoseka. To
eCTb BClO MHPOPMALMIO O reHeTuye-
CKOM Hacsiegum 3Toro vesioBeka. lpu
3TOM OfiHa YacTb MOJTYYEHHbIX JaHHbIX
OyAeT Ans Hero BaXKHOW 1 aKTyanbHOM,
a Apyrad — HEMOHATHOW, N OH Jaxe
He GyfeT 3HaTb, UTO C Hell genatb. Mo-
3TOMy, 06najas TakMMK TEXHOMOrus-
MW, Mbl CeYac fymaem, Kakyio nHdop-
Maunio HeobXOoAMMO MpPeAoCTaBAATb
yenoBeKy [10 TOro, Kak OH COrfacuTcA
Ha reHeTMYecKoe TeCcTupoBaHue. Bpauy,
KOHEYHO, JO/MKEeH CHavasna nobeceno-
BaTb C MALMEHTOM, 06 bSICHUTD, UTO €ro
XOET, Kak BeCTn cebsa ¢ nHpopmaum-
€ell, KOTOPYIO OH He OXufan yBuAeTb,
HO KOoTopasa MnoABwWfacb B pesynbrate
JaHHOro TecTMpoBaHusA. Kak BuguTte,
BOMPOC UHGOPMUPOBAHHOCTM BO3-
HUKaeT U B TAaKOM, Ka3anocb Obl, He-
OXMAAHHOM paKypce — 3TO BOMPOC
HEeo6XoAMMOCTM 1 BO3MOXKHOCTM MO-
nyyeHns n3bbIToYHON MHGOPMALN.

Kpome TOro, momummo npepo-
CcTaB/ieHMA NayMeHTy nHpopmaumnn
BO3HMKaeT naacT npobnem, cBA3aH-
HbIX C XpaHeHneM nH$popmauymn.

[a, n Ha Hawen KoHpepeHUUN He-
CKONIbKO  [JOK/TAUMKOB  MOCBATMN
CBOW BbICTYMN/IEHNA VIMEHHO 3TOMY BO-
npocy. OfVH 13 CNUKepPOB, HanpuMep,
rOBOPWJI O TOM, YTO Mbl MOKa He B CO-
CTOAHMM 0bpaboTaTb TOT OObEM WH-
dopmauum, KOTopbli Nonydyaem, 1 no-
TOMY Ceyac OH MOXET He AaBaTb Ham

Kakom-mbo MnpaKTU4Yeckom Mosib3bl.
Ho ecnu mbl BepHemcA K 31O UHOOP-
MaUun yepes Mmapy NeT, Mbl, CKopee
BCEro, yXe CMOXeM ee WHTepnpetu-
poBaTb — 3TO 06BACHAETCA Hen3bex-
HbIM NPOrPeccom B HayKe.

Bo3HumKaeT Bonpoc 1 0 goctyne K
nHbopmauuu. Y Koro OygeT Takon fo-
CTyN, KakMMy MpaBoOMOYMAMU MO UC-
MOMb30BaHNIO MOJTYYEHHbIX [aHHbIX
6ynyT obnagatb  YNONHOMOYEHHble
Ha To nuua? BepHycb K npumepy c re-
HeTMYyeCcknM TecTupoBaHuem. [locne
TOro Kak MoslydyeH OTBET Ha BOMPOC,
pajyv KOTOPOro OHO NPOBOAMIIOCH, BCA
ocTanbHas MHpopMaLua JomMKHa ObiTb
yHUuToXeHa. Cellyac Mbl npubnmxa-
€MCA K TOMY, YTO FreHeTnYecKmne TecTbl
CTaHyT Gonee pfelleBbIMU, NOCKOMNb-
Ky C pa3BUTMEM HayKu ypelueBnserca
cam npouecc nx npovssoactaa. Coot-
BETCTBEHHO, €C/I BaM MoHafobutca
Kakaf-To JononHutesnbHaa uHdopma-
LuA, Bbl NPOCTO Clienaete reHeTunye-
CKWI TeCT elye pas.

B 1O e Bpemsa nonydyaemble B pe-
3ynbTaTe TecTa faHHble KpalHe Ba-
Hbl ONA AanbHENWWX UCCNefoBaHNN.
Bonblwas noTpebHOCTb B reHeTWue-
cKol uHbopMaLmy 0ObACHAETCA TeM,
UYTO MOXHO MPOBECTU JIOrMYeckue
NPUYMHHO-CNEACTBEHHbIE CBA3N MEX-
[y Hel 1 cuMnToMamun 3aboneBaHui,
ncrtopuen 6onesHn. A 3HaumT, TeM ca-
MbIM MOXHO paclWypuTb 1 06nacTb
pa3BUTVSA MEAULIMHCKUX HaYK.

Ewle ogHUM HioaHCOM ABNAETCA TO,
YTO Cenyac reHeTMyeckoe TeCTMpPOBa-
HVe, KakK MpaBuio, NPOBOANTCA B Ce-
MbSIX, YK€ UMEIOLLMX NUCTOPUIO FreHeTu-
yeckmx 3aboneBaHuii. I B KoHTeKcTe
3[lpaBOOXpaHeHNAs MOXHO MOCTaBUTb
BOMPOC: He cAenaThb N Takoe TeCTUpPo-
BaHMe 4acTblo OOLEro MeAuLMHCKO-
ro obcnefgoBaHUA, KOTOpPOe Mbl Npo-
xogum perynapHo? COOTBETCTBEHHO,
3[1€Cb Mbl YXOL MM 13 0651aCTL leyeHns
B 00nacTb npepoTBpalleHms 3abone-
BaHWN.

B HacTosAwee BpemMAa MHOrumx
BOJIHyeT Tema TPaHCMNaHTONornm.
Kakune ocHOBHble BOMpPOChl B 3TOI
obnactu TpebyloT CBOEro pelueHus
C lOpUANYECKMX NO3UUUNA, B TOM
yuncne ¢ no3uuuin cyae6Hom npak-
T™MKIN?

JTa Tema TakKe ob6CyxAanacb Ha
KoHbepeHUUn. 3pecb BUAMTCA [Be



rpynrbl BOMPOCOB: NepBas — 3TO KOM-
MepuManmsauma  COOTBETCTBYHOLLEN
[eATenlbHOCTY, BTOpasA — JOHOPCTBO
opraHoB. KoHeuHo, cyulecTByeT MHO-
ro Apyrvux BOMPOCOB, HO C TOYKM 3pe-
HUA OGMO3TUKM KIloUYeBble — WMMEHHO
3TW ABa.

Mbl BUAMM, YTO OYEHb MHOTO TPYA-
HOCTEe BO3HMKaeT B CBA3W C HexBaT-
Kol opraHoB. Bo3amoHo, 3Ta npobne-
Ma 6bina 6bl pelueHa, eciv 6bl Gbina
pa3pelleHa MaTepuanbHas MOTHBa-
UMA JOHOPOB, HO TAaKOW MOAXof4 ouve-
BUIHO 1AeT Bpa3pes ¢ byHAamMeHTanb-
HbIM MPUHLMMNOM 3anpeTa N3BeYeHmns
MaTepranbHON BbIrofbl U3 YenoBeyve-
CKOro Tefa U ero Yactei. ToT NpuH-
LM, B CBOIO oyepefib, NPOonCTeKaeT u3
c 6a3oBoM3afaun No nperoTBpalle-
HMIO SKCMJTyaTaLMmn YenoBeka U 1 He-
JOMYLLEHNIO MPeBpaLLeHNs YenoBe-
yeckoro Tena B ToBap. YCTaHOBNEHwMe
[JaHHOro MpUHUMMA, KCTaTh, BHECSIO
3HaunTenbHbIV BKNag B 6e3onacHoOCTb
TpaHCMIaHTaLmy OpraHos.

BaxxHbIln BONpOC KacaeTca cornacus
Ha fJoHopcTBo. Celyac 3TOT BOMPOC
perynapHo JUCKYyTMPYeTCA BO MHOTUX
cTpaHax EBponbl, motomy uto B pas-
HbIX rocyfapcTBax CyLecTBYIOT pas-
Hble PEXUMbl BblPaXeHWs cornacus.
CT1oukn 3peHns Coseta EBponbl Bce
3TN PeXrMbl Camu Mo cebe PaBHOLIEH-
Hbl, FMaBHOe — YTOObI NtogAm Obina
npefocTaBneHa BO3MOXHOCTb — cfie-
natb MHGOPMIMPOBAHHBIN BbIOOP.

Hepenkn cutyaummn, Korga nwogu
[laxe He B Kypce, KaKoN pPeXXuMm Bblpa-
XKEHMs cornacusa Ha JOHOPCTBO Mpu-
HAT B MX rocyfapCTBe, YTO NPUBOAUT

K OFPOMHbIM TPYAHOCTAM, a BNOCNeA-
CTBAV — U K IOPUANYECKMM CMOPaM.
[MOSTOMY OUeHb Ba)KHO YETKO CTPYK-
TYpUpOBaTb CMCTEMY TPaHCMAaHTaLUN
OpraHoB U TKaHel 1 obecneumtb ee
Npo3pavyHoCTb. Ml KOHeUHo, Heobxoaw-
MO aKTVBHO BECTU Pa3bACHUTENbHYIO
paboTy, KoTopasi NPefoCTaBUT NIOAAM
BO3MOXHOCTb C/ieflaTb CaMOCTOATENb-
HbIl MHGOPMMPOBAHHDIN BbIOGOP, BbI-
pasnTb cornacue UM cKasaTb «HET» B
OTHOLUEHWM MOCMEPTHOrO OHOPCTBA.

Pa3BuTrie fOHOPCTBA JOMKHO ObITb
anbTPyUCTUYeCcKUM ABuxeHuem. Ho
3TO OYEHb TAXKENO C MOPANbHOW TOUKU
3peHuUs, 0CO6EHHO KOoraa peub 3axo-
OUT O MOCMEPTHOM [JOHOPCTBE, NOTO-
My YTO NIIOAN He XOTAT 3alyMbIBaTbCA O
TOM, UTO OfIHa>K[bl OHU YMPYT, 1 O TOM,
Kakum 06pa3om OHU MOTYT pacrops-
JANTbCA CBOVIM TEJIOM.

JTO O4YeHb YyBCTBUTENbHbIA BO-
npoc. B nio6om criyyae ocHoBHas upes
KoHBeHUUN — 3TO YyBaXkeHue xena-
HMA YeNloBEeKa Mo PacnopPsKEHMNIO CBO-
1M Tenom. Hanpumep, ecnm pedb naet
0 pexunme npPe3MNPOBAHHOIO CO-
rnacus, TO YenoBeK MOXET BbIpasunTb
CBOE Hecornacme CTaHOBUTbCS [OHO-
pOM B peecTpe O0TKa30B OT JOHOPCTBA.
B cTpaHe c npe3tomrpyembiM Hecorsa-
CMeMm YenoBeK, HA0OOPOT, OMKEH YeT-
KO CKa3aTb, YTO OH XOYeT ObITb AOHO-
POM KaKoro-To KOHKPETHOro opraHa.

A 4yTOo Takoe 6MO3TMKA NMNYHO
ana Bac?

[na meHA 3TO pasmblwieHne o
NPUMEHEHNN HAYUHbIX U TEXHONOrW-

TEMA HOMEPA

YyecKnx OOCTUKEHWUI Ha 6naro nogen.
B CoBeTe EBponbl Takoe pasmbiiusie-
Hrie GOKYCMpPYeTCs Ha MpaBax YesioBe-
Ka. / 30ecb topucTbl BBICTYNAKOT B PON
npaBoOXpaHnTeNnen — B TOM CMbICIIe,
UTO OHU OXPAHSAIT TO UMM MHOE MNpa-
BO C IOPMANYECKON TOUKK 3peHmna. Ho
pPaboTHUKK chepbl 3apaBOOXpPaHEHNA
HaxopATcA B aBaHrapae AaHHbIX OT-
HOLIEHWI, Belb MIMEHHO OHW KOHTaK-
TUPYIOT € NnauveHTamu. COOTBETCTBEH-
HO, 1 OPUCTbI, N MeNKN — KaxKable
Ha cBoeM ypoBHe — obecneynBatoT
3aWuMTy NpaB yenoseKa. EcTecTBeHHO,
IOPUCTbI BCTYMNAOT B NPOLIECC MO3Xe,
yeM mMefpabOTHUKU, HO 1 Te U Apy-
rme HecyT OTBETCTBEHHOCTb. [lo3ToMy
OYEeHb BaXXHO NOAJEPXKMBaTb Auanor
mMexay ABymsa npodeccmamu, utobbl
MEeAUKN MOHMMaNW, YTO CyLeCcTBYOT
onpefeneHHble PUANYECKUE MPUH-
LMnbl, KOTOPbIE BaXHO 3HaTb 1 CO6II0-
[aTb, a OPUCTbI YETKO MpPefCcTaBnAnm
cebe BCIO CNOXHOCTb W MHOTFOrpaH-
HOCTb cuTyauuii B chepe 34paBOOX-
paHeHus. B 3Ton obnactu 3aTparvBa-
l0TCA pa3nnyHble KOMOMHaLUWKY NpaB U
nHTepecoB. COOTBETCTBEHHO, IOPUCTbI
MOTFYT y3HaTb 6OMblle O CNOXHOCTAX,
C KOTOPbIMW CTasK/MBalOTCA Bpaun,
a NnoTOM MCMNOMb30BaTb 3TN 3HAHUA B
cBoel paboTe. A 3HAUUT, Bpaum Takxe
MOMOryT NPefoTBPaTUTb HapyLIeHUS.
B uacTHoCTW, CBOEBpemeHHOe Mnony-
yeHne MHPOPMUPOBAHHOIO cornacusa
CHMMaeT MHOrue pUaNYecKkme BO-
npocsbl.

Cnacn6o 6Gonblioe 3a WHTep-
BbloO. m
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