KEMC KUTAMCKOIO N’EEHETUKA X3 U3AHbKYA:
BUOSTUYECKUME N KOPUAMNYECKUE ACIEKTHI
CO3AAHMA TMO - PEBEHKA

A OKAAAYUK:

KyBwmnHoBa EkaTepuHa
CryaeHTtka Maructpatypet MHIT1T MITMMO



MEPBbI B UICTOPUMN CAYYAU TEHHOUM MOAMNDUKALIMMN YEAOBEKA

* 25 Hos6psa 2018 r.: MIT Technology Review: «kKutanckue
yyeHble peAatoT CRISPR aeten»

* 26 Hoab6ps 2018 r. Associated Press: «<Kutanckum
MCCAEAOBATEAb YTBEPXKAAET, YUTO CO3AAA MEPBbIX Mr€HHO-
MOAMPULIMPOBAHHBIX AETEMN

* 25 Hoabps 2018 r.: X> L3sHbkyin, npodeccop KOxHoro
Hay4yHo-TexHu4eckoro yHusepcuteTta SUSTech (LLUsHbY»3HB,
KHP), BbikaaabiBaeT 5 poankoB Ha Youtube,
MOATBEP)KAQIOLLMUX YCNeX SKCMNEepPUMEHTA

Il Me)XAyHapoAHbBIM CAaMMUT MO peAaKType YEAOBEYECKOro reHoma

HayuHas cTaTbs oTnpaBAaeHa Ha paccmoTpeHue B New
England Journal of Medicine, Ho He onybAMKOBaHa




YTO NMPON3OLUAO

TexHoAormns

OMOpPUOHbI  MOAUPULIMPOBAAM MPU  MOMOLLM  TEXHOAOTUM
CRISPR-Cas9 Bo BpeMsi 3KCTpaKOpHOpPaAbHOIO OMAOAOTBOPEHMUS
M 3aTEM MepecakmBaAM KeHwmHaMm. Lieablo akcneprumeHTa 6bIAO
ncnpaeutb reH CCR5, caeaaB aeTer yctonumsbimmn K BAY.

[Mo3xke Ha MexayHapoaHOM cammuTe B [oHKoHre X3 Li3sHkyi
MOKa3aA 4YacTb CBOMX PE3yAbTaTOB M paccKasaA O BTOpPOM
bepeMeHHOCTH, B pe3yAbTaTe KOTOPOM AOAXKEH ObIA MOSABUTHLCS
TpeTu pebeHOoK C OTPEeAAKTUPOBAHHBIM FTEHOMOM.

Pe3syAbTaT 3KCnepumeHTa

PoxxaeHne AByX AeBoYeK-OAM3HEL,OB C OTPEeAAKTUPOBAHHbLIM
reHomoM. Hactosiwime umeHa HensBecTHbl. YCAOBHblE MMEHa:
Ayay u HaHa.

-> LIMPOKAA KPUTMKA B HAYYHbIX Kpyrax




BMOAOTIMYECKMIN ACMEKT MPOBAEMBI. MOYEMY MMEHHO 3TOT MEH?

* Ha MMMYHHBIX KAeTKax cyuiecTByeT
moaekyAa CCR5

* CCRS5 - peuenTtop, c KoTOpbIM
B3anmoaemnctTeyeT BY, uepes koTopbiit oH
MPOHUKAET B KAETKY U 3aparkaeT ee.

* M3BecTHa n onuncaHa MyTaums, KoTopas
AOMaEeT reH 3Toro peL,enTopa.
CooTBeTCTBEHHO, Ha KAETKaX ero HeT U
BMPYC HE MOXXET B3aMMOAENCTBOBATb C
KAETKOMU U 3apa3uTb ee.

CyLLecTBYIOT AIOAU C TAaKOM MPUPOAHOM
MyTauMewn.

* HeusBecTHo, aAq vero Hy>keH CCR5

* bes Hero Ayuywe? -> yay4weHue
X3 LzaHbky caoman reH peuentopa CCRS, 4Tobbl A€BOYKK HE KOTHUTMBHBIX CMOCOBHOCTEN, BbICTPOE

Mor 3apasutbcs BAY BOCCTaHOBAEHME MOCAE UHCYAbTA.



CyuwHocTtb TexHoAaornn CRISPR-Cas9:

1. HaueauBaem Hanpaeasiowyto PHK B ToT yyacTtok
AHK, koTopbIlt Mbl XOTMM OTpeAaKTUpPOBaTb

2. Cas 6erok paspeszaet AHK -> nameHeHue

HecKkoAbKO y4acTKOB, He MAEHTUYHbIX, HO MOXOXKMUX,
Mpobhrema 1: off-target apdpekr HanpaBAsitowas PHK mMoxkeT HaleAMTbCS M Ha HUX

TOXeE

-> N3meHeHMs MoryT cbuTbcs ¢ NyTH U pa3pesaTb He
> / TOABbKO HY>XHbIN FeH, HO U Apyrue
/\ X3 |_|.3FIHK)’H COODOLLUA, YTO off-target effect He

TO, UTO HY)XHO NMPOU3OLLUAO




IOPUANYECKUMN ACTEKT MPOBAEMBI

FO>KHbIM YHUBEPCUTET HayKU U TeXHOAOTMM B LLIsHbUYKIHE: yYeHbI oPpULIMAABHO HAXOAUTCA B
HeornAauyMBaeMoOM OTMYyCKe C peBpaAs.

MeAMKN MOAAEAAAU HEOOXOAUMBIE AAAl Pa3pELUEHUA S TUMECKOTO KOMUTETA AOKYMEHTDL.

Boian cparbcupmuuMpoBaHbl AOKYMEHTbI AAl MEAULLMHCKOIO LLEHTPA - NPOBOAMBLLME
onepaLmio Bpauu He 3HAAU, YTO UMMAAHTUPYIOT MaLMEHTKAM reHeTU4eCKM MOAUDULIMPOBaHHbIE
3MOPUOHBI.

Bonpoc uHpopmMHpoBaHHOro coraacums:

B xoAe AaAbHeNLWNX OTBETOB X3 CTAaAO U3BECTHO, YTO COrAaACME POAUTEAEN OH MOAYYAA AUYHO, MOCAE
ABYX MHTEPBbIO, U HUKTO KPOME HEro 1 YAEHOB €ro MCCAEAOBATEAbCKOM MPYIMbl 3TUX AIOAEN He
KOHCYAbTUPOBaA. MIHbIMK cAOBaMMU, HUKAKOM YBEPEHHOCTU B TOM, YTO UCMbITYEMblE AEUCTBUTEAbHO
AaBaAU cebe OTYeT, Ha YTO MMEHHO COrAaLLAlOTCS, HET.

-> KuTtanckue Baactu B Aanue HaupmoHaAbHOro KoMUTETa 3APaBOOXPAHEHUS 3aMyCTUAM

odurLMaAbHOE pacCAeAOBaHME BMecTe € Kntamckom akapeMmen Hayk.




SAKOHOAATEABbHAA BA3A

NoctaHoBAeHMe  MuHUCTepcTBa  HaykKu M

TexHoAorMnM u MuHUCTepcTBa 3ApaBOOXpPaAHEHUA
KHP ot 24 aAekabpsa 2003 r. Ne 460 yrBepauao

PYKOBOAHI.I.I,MG 3TUYECKHUE NnpuHUMNbI B obAacTu

MCCAEAOBaAHMA 3M6pMOHaAbeIX CTBOAOBDbIX

3anpeT AlobbIX UCCAEAOBAHUIA MO PENPOAYKTUBHOMY
KAOHMPOBAHMUIO;

2. HopMbl A NpoBeAeHUA MCCAEAOBAHMIA CTBOAOBbBIX
KAETOK;

3. 3anpeTt UMMAAHTaLMKU reHETUYECKU
MOAUPULIMPOBAHHbBIX SMOPUOHOB.

* He coaep>XuT Hopm 06 oTBETCTBEHHOCTM 32

HapyLUeHWEe HOPM, IBASIICb GaKTUYECKM CBOAOM MPaBMA

Npo¢eccMOHaAbHOM 3TUKM

UHnctpykuma HauumoHaabHOM Komuccuu no
3APaBOOXPAaHEHUIO UM NMAAHMPOBAHMUIO CEMbM OT
12 oktabpa 2016 r. Ne Il «O nopsake

PacCMOTPEHUSA 3TUUECKUX BOMPOCOB, CBA3AHHbIX
NpoOBEAEHUEM 6MoMe AULMHCKUX

OAHMUM U3 YCAOBUI OCYLLLECTBAEHUS
6UOMEAMLIMHCKOM AEATEABHOCTM B OTHOLLEHUM
4YeAOBEKa SIBASIETCS CO3AaHUE HE3aBUCUMOrO
KOMMUTETA MO 3TUKE;

HeobxoaAnMo noAyyeHune mHpopmupoBaHHOro
corAacus naumeHTa Ha MEAULIMHCKOE
BMELLATEAbCTBO.

HECMOTPFI Ha CyWweCTBYIOLWME BaPUAHTDI KBaAMCI)MKaLI.MM COAESIHHOIO, B KUTAUCKOM NnpaBe OTCYTCTBYET CNneELMaAbHaA

OTBETCTBEHHOCTb 32 HE3aKOHHbIE MAaHUMYAALUNUN C TEHOMOM HYEAOBEKA U APYTUX OpraHU3MoB




MPUrOBOP

PeweHune cyaa panioHa HaHbwaHb ropoaa LLsHbuxkeHs

X3 Li3sHbKyM npurosopeH Tpem roaam
TIOPbMbI U BbINAATE 3 MMAAMOHOB lOaHEN
(okoAO 26,5 MAH pybaeit)

BmecTe c HUM ocyxaeHbI eLle ABa coTpyAHMKa KO>KHoro
Hay4YHO-TeXHoAormyeckoro yHmsepcurteta B LLsHbYKaHE —
Y3kaH XKeHban n LinHb Li3nHbUXOY.

[lepBbIf NpUroBOpeH K ABYM roaaM TIOpbMbl U WITpady B
| MMAAMOH tO0aHeMN, BTOPOM K MOAyTOpa FroAaMm U WTpady B
500 Tbic. toaHemn.

«Hu oaMH U3 06BUHSAEMBIX HE 0OAaAaA HeoOXOAUMOM BpadyebHOM KBaaudUKaumen. OHU 3KaXKAAAU CAaBbI U BoraTcTs,

U OCO3HAHHO HAapPYLUNAU 3aKOHOAQTEALCTBO CTpaHbl B obAacTH Hay4HbIX UCCAEAOBAHUN N MEAUNLLUHCKUX npoueAyp».




Y>XXECTOHEHNME SAKOHOAATEABCTBA B OBAACTU NTEEHETUYHECKNX
SKCIEPUMEHTOB

[lpoekT HoBOro [paxkaaHCKOro Koaekca

|. reHol U 3MOpPUOHBI 4YeAOBEKA MEPEYMCAEHbI B PasAEAe O MpaBax AMYHOCTM,
NOAAEXALLMX 3aLLUTE;

2. 3KCNEPUMEHTbI C MUCMOAb3OBAHMEM TFE€HOB MAU SMOPUOHOB YEAOBEKA BXOASAT B
PasAeA, KOTOPbIM rapaHTUpyeT MNpaBO YeAoBeKa Ha ¢uanyeckoe OAaronoayuue,
cBo6OAY, HEMPUKOCHOBEHHOCTb YaCTHOM »XM3HM U AOCTOUHCTBO;

3. 3KCNEepPUMEHTbl HaA TFeHaMM B3POCAbIX MAUM 3MOPUOHOB, KOTOpPbIE YrpoXKaroT
3AOPOBbIO YEAOBEKA MAW HAPYLUAIOT 3TUYECKME HOPMbI, MOTYT PacCMaTpMBaTbCA KaK
HapyLLleHMe OCHOBHbIX MPaB Y€AOBEKa.
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