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«OT Tepanun K yny4LLeHuto: 3TU4YECKNe rpaHuLib|

pefaKkTUpPOBaHUA reHoMa YernoBekKa

a. dusoc. H., B.H.Cc. O.B.IlonoBa




B coBpeMEeHHOM MEIHMITMHCKOM U
OMOATUYECKOM JUCKYpCE
c(hopMHUpOBAJIMCH J1Ba HAIIPaBJICHUS
aHaJIM3a dTUYECKUX MPOoOeM
pEIaKTUPOBaHWs TeHOMA YelOBEeKa.

[IepBOe HalpaBJIEHUE CBSA3aHO C
OLIEHKOM 00I1[er0 KOHTEKCTa
6e30MacHOCTH peJaKTUPOBAHUSA

COMATHU4Y€E€CKHUX KJIETOK Y€JIOBEKA

BTOpOE MOJAHHUMAET MHOXECTBO
HepellleHHbIX IP006JIeM B CBSI3U C
npoBeAeHHEM QyHIaMeHTaJIbHbIX

HccjeJoBaHUU B 00J1aCTH
peJaKTUPOBaHHUSA 3apo/ibllIeBON
JIMHVY 3MOpPHUOHA 4YeJIOBeKa




ComaTnuyeckoe peaakTUpoBaHMe TreHoMa
B3pPOCNIOro 4esioBeka OCYLIeCTBNseTcA
npu ero cornacum.

HU3MmeHeHHS He HAC/IeAYIOTCA NOTOMCTBOM
¥ 3aTParvuBaioT TOJIbKO CaMOro 4eji0BeKa.
ITO CyKaeT KpPyr 3THYECKHUX MpPo6JieM, HO
He YCTPaHseT UX MOJTHOCTBIO.

PegakTupoBaHHe 3apoAbIlNIeBON JIMHUU:
' U3MEHeHHUs nepeaaayTcs BCEM
MoC/JAeAyIOINM MOKOJIEHUAM, 4TO
SBJIAETCA HeoOpaTUMBbIM
~ BMellaTeJIbCTBOM B reHeTH4YecKoe
HacjJeade 4YeslOBe4yecTBa 6e3 corJacus

\1 9THX MOKOJICHHIA.

d
-
A




bHOKOHCepBaTUBHAA MO3ULMA OCHOBbIBAETCS Ha IPEAIOChIIKE
HEe3bI0JIEMOCTU I'€HOMa,
yKa3bIBasi Ha TO, YTO F'€HOM SIBJISIETCS
TBOPEHHEM IPUPOJbI, U NOJKEH COXPAHSATHCS B IEPBO3JAHHOM BH/IE,
He IoJBeprasiCb TEXHOJOTH4eCKUM MaHUNY IS USIM;
KpuTHKa pefakTUpOBaHHSA reHOMa 3apQbIlIEBOU IMHUH 3MOpPHOHA

CBsi3aHa C TeM,4TO NpupoJe (reHgM) nnepesarT BO3MOXXHOCTb

BOCIIPOU3BOJUTDH B YEJIOBEKE BbIOPAHHBIE €r0 POAUTESIMHU

XapaKTEPUCTUKH.

buoTexHosiornyeckas MoaruPpUKaMsa SMOpHUOHA NIPUBOJAUT K

YHJIaMEHTaJLHOMY OTYY>K/IEHHUIO TEeJIECHOCTH, JpeBpallas e€ B
00'b€KT HayYHOU UHTEHIIHH, CAHKIIUOHUPOBAHHOMU POJUTENbCKUM
pelleHHEeM.

/IBa 6a30BbIX I TUYECKUX apryMeHTa:

Bo-nnepBbIX, MOryT ObITh HapyIlleHbl WX 0053aTe/IbCTBA, UJIX IpaBa
JAPYTUX JIOAEU B CBA3U C OCYILIECTBJAAKIIAMUCA MAHUITYJALUAMU C
reHOMOM 4YeJIOBeKa.

Bo-BTOpHbIX, TAKWE MAaHUITYJASUUU MOTYT
INPUHECTH OOJIblIIEe BpeAa, YEM IOJIb3HI. é) eCTbh ‘TaKHhe Mephbl
IpOTHBOpEeYaT JIMOO NpaBy, JIUOO OJiary.



B counyme, nmeroleM
pa3yindyHble GOPMBI
HEpaBeHCTBA, MOKET BO3HUKHYTh
npob6JsieMa GOpPMYyJIMPOBKHU
HOPMAaTHUBHBIX IPHUHIUIIOB,
[103BOJISIOILIUX 00eCIeYruTh
pPaBHBIW JOCTYIl K TeHETUYECKHUM
TEXHOJIOTUSIM, CO3/IaHHE CBOETO
poJia 00IIECTBEHHOTO
«T€HETUYECKOT0» JJOroBopa.

BbHUOTEeXHOJIOTUYEeCKUN KOHTEKCT
«3aBechl HeBeJleHUs» JIk. PoJi3a.



OX.PON3: BABECA HEBEAEHWA M OBLLECTBEHHbIV JOrOBOP

[MpencTtaBbTe, YTO Bbl AOIMKHbI CO3aaTh Donee cnpaBeasnBoe obLEeCcTBO, HO HE 3HaETE,
Kakoe MEeCTO B HEM 3aMMETe.
B ycrnoBusix «3aBechkl HEBeeHUA» oM BeIOEPYT cripaBeanueble O BCEX NPUHLUNIbI,
TaK Kak J1tobon MOXKET oKa3aTbCs Ha MECTEe caMoro ysa3BMMOroO YrieHa obulecTBa.
[x. Pona cuutan, 4To Tak OyayT BelOpaHbl ABa NpuHUMNA:
NMpuHUMn paBHbIX cBOOOA (cBOOGOAA CrnoBa, COBECTU, rofnnoca u ap.).

NMpuHumnn pasnunuuna: CounanbHOE HEPABEHCTBO AOMNYCTUMO TOSIbKO €CIN OHO paboTaet
Ha MNosib3y camMbliX 00E300MNMEHHbIX. Y




[EHETUYECKWE TEXHOJOINMU U
OBLECTBEHHbLI OrOBOP

« B OTHOWEHUNM TEeHETUYECKUX  TEeXHONorun, ecnu
npoBoAUTb aHanormio ¢ mMmoagenbto [Pk, Ponaa,
HeobxoanMO roBOPUTb O MpUHUUNe paseHcmee docmyrna.
JOCTyn K reHeTU4eCKMM TEeXHOJIOrMAM AOOIMKeH ObITb

OTKPbIT KaXXaoMmy.

REa ML



FTEHETUYECKUE TEXHOJIOTMN U OBLLECTBEHHbIAN OTOBOP

« B Onnskonm kK cnpaBegniMmBom CUCTEME COLMAIbHOIO
YCTPOMUCTBA  YJIEHDI obLecTBa npegnoyTyT
NencTBoBaTb B COOTBETCTBUMU C Taknum
pacnpegeneHnemMm Aoctyna K  reHeTU4ecKkum
TEXHONOIMNAM, KOTOpbIM obecneynBaeTr npaea
Hanbonee ysa3BMMbIX YNeHOB 0L EeCTBA.

REa ML



[EHETUYECKWE TEXHOJOINMU U
OBLECTBEHHbLI OrOBOP

 be3sonacHoe pepakTupoBaHUe reHoma Obino Obl

paspelwieHo u cybcumgupyemo rocygapctsomMm  Ans
YCTPaHEHUA TSPKESMbIX HACNeOcTBEHHbLIX 3aboneBaHUN,
KOTOpble  SBASAOTCA  SIBHbIM  MPEnaTcTBUEM  OS
HOPMarnbHOWU >XU3HW. JTO COOTBETCTBYET MPUHLMUNY
nomMmoLun Hanobonee obe3norneHHbIM.

REa ML



O611ecTBO ob6ecrieyuBaeT
«FeHeTUYeCKHUMH OJiaraMu»

HauboJiee YI3BUMbIX YJE€HOB
OOIIECTBA, TO €CTh IPEX/E
BCEro TeX, KTO UMeeT
IIOKa3aHUA K
peJaKTHUPOBAHHUIO TeHOMA B
TepaneBTUYECKHUX LieJIX.
JTO peaJibHble UJIU
IOTeHIUaJbHble HOCUTEJHU
HeM3JIEYMMbIX 3a00JIeBaHUH,
JIJISI KOTO peJaKTUPOBaHUE
reHoMa CTaHeT

e/INHCTBEHHbIMy M@TO0/I0M
pelieHus
3/I0POBBEM




[EHETUYECKUE TEXHONOININ W

OBLWECTBEHHbLIV IOMOBOP
 PepaktnpoBaHne reHoma Obifio Obl CTPOro orpaHU4yeHo
Nnu 3anpeLleHo,NoCKONbKY OHO co3paert

HecnpaBeasIMBoe, He3acny)XeHHoe W ycyryonswouleecs
HepaBEeHCTBO, NoApbiBad MPUHLMM YECTHONo paBeHCTBa
BO3MOXHOCTEN. JIioam 3a «3aBecou HeBeaeHus» He cTanwu
Obl puckoBaTb N co3daBaTb KAcTy reHETUYECKOWU 3nunThl, B
KOTOPOM Y HUX caMnUX MOrJ10 Bbl HE OKasaTbCsl MecTa.

R KA ML



B 1990-e, B npealwecTByOWne 3 AgecATUNETUA, poaAUTEeNNn B OCHOBHOM
NnpakTUMKoBanun HeratTMuBHyHO €eBreHUKY, UCNONb3ysd TecCcTbl Ans
OCHOBHbIX XPOMOCOMHbLIX AedeKTOB, TakKuX, KaKk cuHapomMm [layHa wu
aboptupoBanu «aedeKTMBHOE» MNOTOMCTBO.

B 2020 cTtaHAaapThbl npueMsnieMbiX OeTen  YXeCTOUYUSIUCD,
npeaoycMoTpuTtesibHble poaAUTeNM PYTUHHO abopTupoBanu nnoabl,
KOTOpble ObINM 340POBbIMU, HO UMEBLUUE FeHbl, KOTOpPble AaBanv UM
HaMHOro 6orsee BbICOKMM (MO CPaBHEHUIO CO CpeaHeCcTaTUCTUYECKUM)
PUCK pakKa rpyau, oone3Hn Anburemmepa v ap. 3aboneBaHunm

Allen Buchanan, Dan Brock, Norman Daniels, Daniel Wikler. From Chance to

Choice. Genetics and Justice. 2009



2030 1. HaOmromajmach TEHIEHIMA €Ile 00Jie€ BBICOKHUX
CTaHAAPTOB. [1100b1 ¢ «HexcenamenbHblMUy UIAU «MeHee, YeM
ONMUMATbHBLMU Y KOMOUHAYUAMU 2€eH08, PYTUHHO
A00OpPTUPOBAINCH, BKJIOYAsl TE€X, KTO HE YAOBJICTBOPSII IIO
KPUTEPUID  pasyMHOCTH Wik  jgaxe  Beca.  lllupoxoe
MCIIOJIb30BAHUE ATUX TEXHUK POAUTEIISIMH, KOTOPBIE MOIJIA CE0e
UX  IIO3BOJUTH, IMOOHSJIO CPEIHUU YPOBEHb  3I0pPOBbBA,
(PU3UYECKOM CHJIBI W HMHTEICKTYIbHBIX CIOCOOHOCTEH B
nonyisinuu... OMHAKO MPUTSA3aHUS MHOTHUX POIUTENIEH, YTOOBI
X PEOCHOK OKA3aJICAd B BBICIICH KBUHTWJIM, CO3/1aJI0 CIIUPaAJlb, B
KOTOPOH HHUKAKUM JOCTHIKEHHUSIM B OOJJACTH TE€HETUYECKOTO
YJIyUIICHUS HEe ObUIO MpeAea.

Allen Buchanan, Dan Brock, Norman Daniels, Daniel Wikler. From Chance to

Choice. Genetics and Justice. 2009




[EHETUYECKOE

YIYULLEHWME

N HOBbIE ®OPMbI

BEMOCOUNAJIBHOCTU

N HEPABEHCTBA
B caydae JIETUTUMM3ALUH
peJaKTUPOBAaHUS reHoMa
4yeJIOBEKaA BO3HHKAET PUCK
MOSRJIEHUS HOREIX BU/IOB
COLIMAJIbHOTO Hanps>KeHUs,
BbI3BAHHOI'O BO3MO>KHOCTbIO
yYCUJIEHUS COLIMAJIbHOTO
HepaBeHCTBa 5 npoliecca

COLIMAJIbHOU CTPpaTUOHKALIHH.




'[EHOMHOE
PEOAKTUPOBAHUE
KXMBOTHbIX

B KPYT areHTOB, 110 OTHOIIEHHUIO K
KOTOPBIM HY>KHO yCTaHaBJIMBAaTh
INPUHIUIIBI PABEHCTBA, MOTYT

IIOMNacCThb yJy4Yll€HHbI€ T€HOMHbIM
pedaKTUPOBaHHUEM »KHUBOTHDIE.




Ha KaKOM JTamne

yJydllleHHble KOTHUTHUBHbIE
CIIOCOGHOCTH >KMBBIX CyLIECTB
U3MEHSIOT UX UAEHTUYHOCTD,
nepeBoJsA UX B HOBBIM paHT
ryMaHONOA0OHBIX CYILeCTB?

HacraHeT /1M1 TaKOM MOMEHT,
Koraa COO0O0IIEeCTBO
yJIy4lleHHBbIX »KUBOTHBIX
CTaHeT OHMO00COLMA/IbHOM
rpymnmnov, OpPraHu30BaHHOM
He 10 3aKOHAaM CTau, a Mo
HOpMaM YyeJ/I0Be4eCKOro
coooliecTsa U OyAeT HMMeTb
npaBa U 00513aHHOCTH,
IOJO0OHbIE IpeACTaBUTEAM
YVHUBEpCyMa 4eJIOBeYeCKHUX
CyLeCTB?




YueHbil, HauerneHHbIU Ha UHHoOB8aUUko

XKenarowuu coeepuieHHo20 pebeHka pooumersib

MM



[lokasaTenbHa cuTyaunma C  KUTAUCKUMU  TEHETUYEeCKu
moandnumpoBaHHbiMu b6nmsHeuamu Jlyny n Hana. Korga Xa
LI3aHbKYW npencTtaBumil CBOWM 3KCMepUMEHTarbHbIM NPOEKT Mo
reHeTuyeckon  moamdukaumm  3MOPUOHOB,  MNPUKPbIBAsACH
MH(POPMUPOBAHHLIM corfiacnemM (ogobpeHneEM) UX POaUTENEN,
camMu 9OMOpuoHbl Byaywmx geten obrnaganu  okasarnach
3aNoXHNKOM, NHCTPYMEHTOM 7 nonem NPUTSXKEHUS
COBEPLLUEHHO Pa3fNYHLIX UHTEPECOB: YYEHbIX, UCMbITbIBAKOLLNX
CTpacCTb K NMNO3HAHUIO N BbipaXkaroLWmMX CTPEMIIEHNE K MOMYYEHUIO
HOBbIX pe3ynsTaToB B Hayke (nNpeacTtaBUTENIEM  KOTOPbIX
apnsetca X9 L3aHbkyn), pogutenen Jlyny n HaHa, MHTYUTUBHO
criegyowmx nytem obecrnevyeHnss ©OnaroM  KU3HU  CBOEMY
pebeHKy 1 wn3bdbaBneHns ero OT CTpagaHUU HEU3NEeYUMbIX

3abonesaHun (BUY-CI1AL0). ‘



Poccuncknn reHetuk [.B. Pebpukos
(2019 r). «4T10 BBl AOymaeTe O
peaakTMpoBaHUN 3apoblLLEBbIX
KNneTok He ana  6opbbbl C
bonesHamu, a ansgd noBbILLEHNS
ckopoctu ©Oera, 1Q wnnm uBeTa
mas?» . «J9To Oyger cneaylowunm
war. Ho yepes3 20-30 net. Cenyac 4
npotue atoro. B 2040 rogy 4
noggoepxy ero. A He NpoTMB camMoun
noen. W 9t nwogu, KoTopble
BbICTYNaOT NPOTUB U XOTAT UMETb
BCE 3TO B CBOUX OETHAX, HO TOMbKO
3a cuer 00XXeCTBEHHOIO
NPOBUAEHUSA, @ HE 3a CYET HayKu, -
OHW JKelbl....

BUOTEXHONMOMMYECKUN NEP®EKLUOHU3M

AMepuKaHCcKUn ncuxoreHeTuk [1nomuH:
«Ecnn y pebeHka cnabas namsTb, TO,
BMNOMIHE BEPOSATHO, OHa W OCTaHETCH
crnabon, kak Obl HM BUNUCL y4uTeENs wu
poautenu, ... OH He BbIpacTeT NyylInm B
MUPE MaTteMaTMKoM. A eCcnu reHol 3HadaTr
TaKk MHOro B XXWU3HM YenoBeka, TO
reHOMHOe  pedakTupoBaHne — MO
KpanHen Mepe B Nepcrnektnee —
Hen3bexHo. W He ToONbKO B cryyae
HacneacTBeHHbIX Oone3Hen. Bbl xotuTe,
4yTOObl Bawl pebeHOK BbLIPOC YMHbIM?
Pa3Be KTO-TO He Xo4eT?»

RS




OT TEPAMWUU - K YNTYYLLEHUIO. BUOTEXHOJTIOrMYECKUH
NMEP®EKLUVNOHUIM

CmMmeweHne dokyca uccriegoBaHuM COBpeMeHHON BMoOMeaAULMHDI
— C Tepanuu Ha yny4ywleHuMe 4erioBeKa, ero ONTUMU3aALUIO WU
ycurneHue.

YyeHbI, peanu3ysi CBOM NO3HaBaTellbHble WHTEpecbl MOXeT
NPUKPbLIBAaTbLCA LWWPMOM poOAUTENIbCKUX >XeraHuW, onpaBabiBasi MUX
CTpeMsieHue UMeTb YCOBepLUeHCTBOBAaHHOIO NoZ Ux 3anpoc pebeHka.

Pooutens MOXeT HEBONMbLHO WMUrpaTb poNnb reHTex-npomMmoyTepa M
OKa3blBaeTcA HY>XeH y4YeHOMY ans peanu3auun JFINYHBbIX
no3HaBaTesIbHbIX aMOUMLUKA U B LULMPOKOM CMbICIie ANns crnoma 6apbepa
MeXAay nsobpetaTtensaMum m nonb3oBaTte reHe CKWn OJIOrUM.

’



PebeHOK Kak churypa ymon4aHus

B mpeacTaBieHHOM CIUICTEHHH KATErOPHYECKHX :KeJIAHHH (UIYPOid
YMOJYAHHUSA SBJIACTCSA JUYHOCTH Oyaymero pedenxa. Ilpeamoaaraercsi, urto
0J1a10, KOTOPOE MPU3BAHBI 00€CEYHTh YIEHBII H POJUTEIb, SIBISETCS 0J1aT0M,
K KOTOpOMY cTpemutcs M cam pebeHok. HeodxoaumocTh JerHTUMANHH
NPAKTHKHA PeIAKTHPOBAHUS 3aPObIIIEBOH JMHHH KOHCTPYHPYETCSH HA 0CHOBE
Mpe3yMIMH COTJIACHS HA ONpe/eJeHHbIM 00pa3oM MoHuMaeMmoe 0Jaro (Kak
npeanojaraercsi, pedeHoK yBEJIHYMT KA4eCTBO CBOCH KU3HM BCJEICTBHE
3AKJII0YEHHBIX YYEHbIMH H POJUTEIAMH KOHBEHIHH 0 PeTAKTHPOBAHHH €ro

reHoma).




UMnynbc, nutarowmmn coBpeMeHHoOe yTOonu4Yeckoe MbIilUufieHue, He
nccAKaeT, HO oOpetaeTr cedba B ¢opmMe uHAMBUAYASNbHbIX
YTOMUYHBLIX TMPOEKTOB, KaK TMPOABMEHUA TOro, YTO WMEHYIOT
“aomaluHen’” esreHnkon» (b.I. KOguH).

mobGanbHbIU 3P PEeKT OT AOCTUKEHUA BbIFrOAHbLIX KOHKPETHbIM
nvuugam — 3aKa3umkam ueneu oyaet oueHUBATbLCA TakKumM obOpasom,
KaK ecrniu Obl OH ObIn XenaTteneH C TOYKMU 3PEeHUs nepcrneKkTuBbI
YaCTHbIX Nuu,.




leHOMHOE

penakTupoBaHue

B MIOJIHOM Mepe Nnpob/ieMaTU3UpyeT
3alUTY 4eJI0BEYECKOI0 COCTOSHUS
(«<Human condition», XaHHa ApeHAT),
TeJIECHOU IPUPO/ibl YEJIOBEKA U €T0
OUOUAEHTUIHOCTH.

3almTa «eCTeCTBEHHOIO XXM3HEHHOIO
noTeHuuana ambpnoHa» (He
nccnegoBaTenbCKoro,
HEONTUMMU3NPOBAHHOIO, HE
KOHCTPYKTUBWUCTCKOTO...)




0. Xabepmac

PebeHoK, BbIpOCLLUXUA CO 3HAHMEM O TOM, YTO OH
€CTb XXepTBa MaHUNyNAUUN, gaxe
onpaBAaHHbIX braruMm HamMepeHNIMU
B3POCSIbIX, NNLLIAETCHA YaCTU CBOEN aBTOHOMUMN,
aBTOPCTBA CBOEN XXKN3HU N B OTHOLLEHUSIX C
NPeaLECTBYIOLLMMUN MOKOSIEHUAMN HE CMOXKET
paccMaTpuBaTb cebsl B KA4eCTBE paBHbIX MO
NPOUCXOXKOEHUO NMNYHOCTEN. Toro, KTo
HaxXxoOuTCs C HUMKU B OOLLIEN NCTOPUN OOHOIO

' T



BO3MOXHOCTbL NOSABIEHUA ABUXEHUSNA
3a «ecTeCTBeHHOe paBeHCTBO» Ten,
bopbba NpoTuB OUOTEXHONMOrM4YEeCcKoro
ynyJdlweHuUsa no aHanorum ¢ TeMm, Kak
ocywecTtBnsgerca 6opbba npotuB
AOMNMuWHra B cnopre.

R KA ML



[IpaBa 6y yiiyx nokosieHri B KOHKYPEHIUU
ONIMOHHUPYIOIUX APYT APYTry 3TUKO-
GUI0COPCKHUX YCTAHOBOK OKA3bIBAIOTCS
Mo/iBellleHbl MeX/y aloJIoruen
IPHUPOI0CO0OPA3HOCTHU U CJIeIOBAHUEM
JIMHUHW HCKYCCTBEHHOTO.

B npaBoBOM IoJie OHU OYAYT BHI3LIBATH
JHaMeTPaJbHO MPOTHUBOMOJIOXKHbIE
KOJIJIM31 1, BbIpaXKalolluecs: B UCKOBbIX
TpeObOBaHUSIX:

* BO-IIEpPBbIX, 0 HEOOOCHOBAHHOM,
CoBepllleHHO 6e3 HHPOPMHUPOBAHHOTO
corJlacUsi MHCTPyMeHTa/Iu3alu1
TEJeCHOCTH,

BO-BTOPbIX, O HEONPaB/laHHOM He/lesIHUH,

TO eCTh HeBMelllaTeJIbCTBE B TeJIO, XOTS

3TO ObLJIO ObI NPEANOYTUTENBHO C TOUYKHU
3peHUst OyAyIIero JMLa.




AHasiM3 npobJsieMbl peJaKTHPOBAHUSA
reHoMa JIEMOHCTPUPYET, YTO JaHHas
NpaKTUKAa CO3JldeT TreTeporeHHbIe

COLlMAJIbHOMY MHPY H
4yeJI0BEYeCKOU UIEHTUYHOCTH,
Hay4YHOMY 3TOCY W KaTeropudyecKuM
»KeJIJAaHUSM poauTeJen.

[Ioka
CUCTEeMBbI OTBETOB Ha 3TH BBI3OBBI.




BJIATOOAPIO 3A BHUMAHUE!




