Omoen memoouuecko2o obecneyenus
obuezo cpeonezo oopazoeanus YO PUIIO

(mamepuanvt uz Unmepuema)
MepekpecTok Npo6nem :: dTUYECKNE M IOPUANYECKNE aCNeKTbl NPUMEHEHUS FTEHHbIX TEXHOJIOMMM.
Ypok-cemuHap B 10-M knacce

CeMunHap NpoBOANUTCH NOCNE NU3ydyeHnsa TeMbl «eHHas uHxeHepus» B pasgene «O6MeH BelecTB U 3HEPrun» 1 paccinTaH Ha ABa akaje-

MUYyeckux Yaca. [oAroToBka K 3aHATUIO HaYMHAETCS 3a ABe-TpW HeaAenu A0 ero nposeaeHuns. Yuntenb coobuiaeT pebatam Kpyr BOMpOCOB,
BbIHOCMMbIX Ha 06CYyXAeHune, a Takxe nepevyeHb NMTepaTypbl, KOTOPas MOXET 6bITb UMW UCMOMb30BaHa NPW NOArOTOBKE K ceMuHapy. MNpu
npoBeAeHnn ypoka B COOTBETCTBUM C NATbIO pacCMaTpMBaeMbIMK BONMpPOCaMM BCe y4yallmecs knacca pa3busaloTcs Ha NaTb rpynmn, Kaxaas

M3 KOTOPbIX MOMy4YaeT CBOE 3ajaHue.

3agaHua ansa rpynnsl N2 1. «[oTeHUnanbHas onacHOCTb FEHHO-UHXXEHEPHbIX METOA0B>»

1) B ueM nposBnseTca NOTeHUMaNbHas ONacHOCTb F’EHHO-NHXEHEPHbIX MeTOAO0B? MNpuBeanTe KOHKPETHbIE NPUMEDPDI.

2) MpaBoOMepHbI N1 NPeANoXeHNS O NOSIHOM 3arnpeTe reHHOM UHXeHepUn? BbICKaXnTe CBOK TOUKY 3peHMs.

3) HyXHbl 1 ocobble Mepbl TEXHUKWN 6€30MacHOCTW NMpu NPOBEeAEHUUN FreHHO-UHXEHePHbIX paboT? Ecnn fa, TO B YEM OHWM AOJSIKHbI 3aK/1t0-
yaTtbcs?

3apaHusa ansa rpynnbl N2 2. «brnoaTtuka. LleHTpanbHble NocTynaTbl 6MO3TUYECKOro KoAeKca»

1) YTo Takoe aTMKa M Kakue 3a4a4vn OHa pellaeT?

2) MoueMy nosiBunacb HEO6XOANMOCTb B BblY/IEHEHUN BUOITUKN?

3) MNepeuncnurte LeHTpanbHble NOCTynaTbl 6MO3TUUECKOro KoaeKca.

3agaHuna ana rpynnbl N2 3. «3Tuyeckmne npobnemMbl reHHOM MHXEHepun»

1) KakoBO 3Ha4yeHune reHHon NMHXXeHepUn ANa MeduunHbl? MNpueBeanTe KOHKPETHbIE NPUMEpSI.

2) MouyeMy reHHO-MHXXeHepHble METOAbI CBA3aHbl C 3TUYECKMMU npobnemamm?

3) BbicKkaxuTe cBOE MHEHWe, YTO Nlyylle — NPUMEHEHNe reHHON AMarHOCTUKU B NPeapoAOBON Nepuoj, Koraa BbisiBeHne HacneaCcTBEHHbIX
AedeKToB MOXET NPMBECTM K 0TKasy OT poxaeHus pebeHka, uam oTkas oT TakoW AMArHOCTUKM, U3-3a Yero poauTesnn, NMELME reHbl
HacnencTBeHHOW 60/1€3HM, MOrYT NPUHATL pelleHne Booblue He NMeTb AeTeln?

3agaHunsa ana rpynnbl N2 4. «3Tuyeckne NpuHLMNbI MEANLNHCKON reHeTUKn»

1) Yo BblaenseT 3TUKY FreHeTUKN 13 Apyrux pasaenos 6Mostnkn?

2) Koraa v rae 6b1amn copMynmpoBaHbl 3TUHECKME MPUHLUNBI MEAULIMHCKON FeHeTUKN?
3) Ha3oBuMTE OCHOBHbIE 3TUYECKUE MPUHLMMBbI MEANLUHCKON FEHETUKMN.

3agaHuna ana rpynnbl N2 5. «lOpuanyeckme acnekTbl FEHHOW MHXEHEepUn»

1) Kakune topuamnyeckme npobnembl NOpoXx[aeT reHHas uHxeHepua? Mpuseante NpuMepsl.

2) Kakve npaBoBble aKTbl rapaHTUPYIOT cobnoaeHne rnpas vyenoseka npy NpoBeAeHUN reHHO-UHXEHEPHbIX UCCIeA0BaHNIA?

3) CyLLecTBYIOT /1M NpaBoBble AOKYMEHTbI, onpeaenstolwme 0693aHHOCTM rocyAapCTB No obecneyeHnto Hay4yHbIX nccnenosaHnin B obnactu
reHHON MHXeHepun?

B npouecce noAaroToBKM K YPOKY y4uTeNb NPOBOANUT KOHCY/IbTaUMUW, NMOMOraeT HalTV HYXHYIO NUTepaTypy, COCTaBUTb MNfaH BbICTYMIEHUS,
oTobpath dakTuyeckuii MaTepyan v T.4. LkonbHWKKM cobupatoT MaTtepuan no BoNpocaM v 3aflaHnsaM ceMuHapa. Kaxaas rpynna wunso-
CTPVPYET BbLICTYM/IEHME MO CBOEMY BOMPOCY PUCYHKAMM, CXeMaMu, rpadvkamu u T.4. KONMYecTBo yHEHMKOB, BbICTYNaOWMX B X04€e CEMU-
Hapa OT KaXA0i rpynnbl, HAMU HUKaK HE OrpaHMYMBaETCS.

Xoa ypoka
BcTynutenbHoe cnoso yuntens
MNMepeyeHb BOMNPOCOB W 3a4aHUIN ANA KaXAO0W rpynnbl, CNUCOK AnTepaTypbl A8 NOArOTOBKU K CEMUHApY BaM 6binn cooblueHbl 3apaHee. OT
KaXxAoM M3 NATW FPyNn Mbl BbICyLWAaeM BbICTynawowmx. 3agava Kacca — BHUMATENbHO CyLlwaTb CBOMX TOBApWLLEN, BbICKa3blBaTb CBOKO
TOYKY 3PEeHUs N, eCNN BO3HUKHET He06X0AMMOCTb, BCTyNaTb B AUCKYCCUIO. 3@ KaXAoe CyLeCTBEHHOE AOMNOJIHEHME, 3a KaXAbl rPaMOTHO
3afaHHbIN BOMpOC, 3a Kaxaoe 060CHOBaHHOe 3aMeyaHme Bbl MOXeTe 3apaboTate 1 6ann. U3 Bawmx BbICTYNIEHUIA M AONONHEHU 6yaeT
CKNaAblBaTbCS Balla OLEHKa 3a CeroAHSAWHNI ypoK. BceM, KTO NOAyYMT No UTOraM ceMmHapa oTpuuaTesbHble OLEHKM, NpUAETCS nucaTb
pedepaT no obcyxxaaembiM cerogHsa npobnemMam u 3awmwate ero (Kak npasuio, BCE WKOMbHUKW NPUHUMAIOT aKTUBHOE yyacTue B CeMU-
Hape 1 NMony4atoT BbICOKME 3aC/yXKEHHbIE OLLEHKN).

MNpoBeaeHne ceMmnHapa
(BbICTYNEHMS YYEHUKOB 1 06CY>XAEHME 3apaHee COOBLLEHHbIX K/lTacCy BOMPOCOB)

Fpynna N9 1.

C nosiBNEHMEM reHHO-MHXXEHEPHbIX METOAOB CTano SICHO, YTO OHM HecyT B cebe MoTeHUManbHYy ONacHOCTb. MHOMMX NyraeT BO3MOXHOCTb
Kakoro-Hnbyap HenpeaBWAEHHOro HecyacTbs. B camom gene, ecnm B 6aKTepuio, KULWIEYHYHO Nanoyky — 06bIYHOro obutatens KuweyHuKa
yenoseka — BBECTU MeHbl YCTOMYMBOCTM K @aHTMOMOTUKAM, @ NMOTOM reH, KOAUPYHOLWMIA CUHTE3 KaKoro-H1byab TOKCMHA, U BbIUTb LITAMM
Takmx H6akTepuii B BOAONPOBOA, TO 3TO MOXET NMPUBECTU K TSXeNehWwmM NocneacTBmaM. XoTa 60/bLWNHCTBO YUYEHbIX CUMTAIOT, YTO BEPOSIT-
HOCTb 3TOr0 Ype3BblYaMHO Mana, BCe Xe OMNbITbl MO FEHHOW UHXeHepuun TpebytoT cobntoaeHns Mep NpeaoCTOPOXHOCTU U roCyAapCTBEHHO-
ro KOHTPONS.

HekoTopble NnoTeHUWanbHO onacHble NccrefoBaHns (HanpmMMep, BKKOYEHWE reHoB OnyXxonepoaHbiX Bupycos B HK nnasmua) ewe Henas-
HO HaxoAunucb noa 3anpetoM. OgHaKo NOCTENEHHO 3anpeTuTesnbHble Mepbl ociabesatoT. Tem 6onee HeonpaBaaHHbI NPeASIOXEHNS O No-
HOM 3anpeLeHnn reHHON NMHXEeHepuKn, KoTopble 3ByYanu 1 3ByyaT 4O CUX MOp.

Bo-nepBbix, B HacToswee BpeMs pa3paboTaHbl 6e30nacHble «BEKTOPbI», KOTOpble BPSA /I MOTYT BbKMBATb M pasMHOXaTbCs BHe nabopa-
TOopuii. Halle BCcero TakMmm «BeKTopamu» BbICTynaT nnasmuabl. (Mpouecc nonyvyeHns 6akTepuin, HECYLUMX «HYXHbI» reH, BKIOYaeT B
cebs Heckonbko cTagui: paspesanHune [HK yenoseka BkatoveHne dpparmeHToB HK yenoseka B nnasmMuabl BBeAeHUE PEeKOMOUHAHTHbIX
nnasmug B 6aktepmanbHble KNeTkn oTbop cpean KNoHOB TpaHCHOPMMPOBaHHbBIX HaKTepUii Tex, KOTOPble HECYT HYXHbIN YenoBevyecKni
reH).

Bo-BTOpbIX, XOTA B 60NbLIMHCTBE 3KCMEPUMEHTOB UCMNOMb3yeTca KuweyHasa nanoyka (Escherichia coli) — noBcemecTHO pacnpocTpaHeHHbIl



BWUA, XUBYLUNIA B KMULIEYHUKE YenoBeKa, TabopaTopHble WTaMMbl 3TOM 6aKTEpPUM CYLLECTBYIOT BHE TeNa YenoBeKa yXXe Ha NpOoTsKEHUN
MHOMMX TbICSIY MOKONEHMI. X 3BONIOUMS 3a STO BpeMS 3allia HAacTONbKO Aaneko, YTO UM Ternepb TPYAHO BbIXUTb BHE MPO6GUPKK.
B-TpeTbux, 0TpaboTaHbl 06bl4YHbIE MEpPbl TEXHUKM 6€30MacHOCTM, NpU COBMI0AEHNM KOTOPbIX MCKTIOYEHbI «yTEeYKM» OMacHbIX MrEHETUYECKNX
KOHCTPYKUMNA.

HakoHel, ceiiyac cTano o4eBMAHO, YTO B NpUpoAe CYLLECTBYIOT Te Xe nyTn nepeHoca AHK oT ogHMX BUAOB APYrnM, 4YTO M B nabopatopum,
a FeHHY MHXEHEPUIO, OCYLLECTBSIEMYO NPUPOAOI, HEeNb3s 3anpeTuTb (peyb MAET O BO3MOXHOCTM CyLLECTBOBaHMS TPAHCAYKLMM FEHOB
OT OAHOM0 BMAa K APYroMy C MOMOLLbI BUPYCOB).

Fpynna N° 2.

HapacTatoLiee npoHMKHOBEHME BMOTEXHOIOMMIA B N3yYEeHUe HacneaCTBEHHOCTU YenoBEeKa NPUBENO K MOSBIEHUIO CreunanbHOM Haykn —
6103TUKN, paspaboTka NpobaemM KOTOPON MMeeT yxe 15-neTHIo MexXayHapoaHY UCTOpUIO.

3TuKa — Hayka, 06 beKTOM KOTOPOI SIBASIOTCA MOpasb, MOPasibHO-HPaBCTBEHHbIE OTHOLIEHWUS, BONPOChI MOPajbHbIX LeHHOCTeN B obLue-
ctBe. OHa paccMaTpuBaeT nNpaBu/ia U HOPMbl OTHOLLEHWW NtoAen APYr K Apyry, obecneumBaoLwme ApyXentobue n CHMxatolwme arpeccmns-
HOCTb B 06LLEHMN. YCNOBHO roBOPS, 3TUYECKMe HOPMbl CO6NI0AAITCS, €C/IN, pa3ninyas, «4To Takoe XOpOLUO, N YTO Takoe Mnoxo», Nan
CTapatloTcs Aenatb Tak, YTobbl xopowero 6bi510 60MblUe, @ NI0XOro — MeHbLUE.

M3 obLuer 3TnKK, KoTopas BO3HMKIA elle BO BpeMeHa aHTUYHOCTW KakK YacTb NpakTuyeckon dpunocodun, B Hawe BpeMs Bblaenmnacb 61o-
3TUKa — HaykKa 06 3TUYHOM OTHOLUEHUM KO BCEMY XMBOMY, B TOM YUC/E M K YeNOBEKY. DTO OYEHb BaXXHO B COBPEMEHHYO 3MOXY, NMOCKOb-
Ky npucyLiue npoMmbILLIEHHOMY MPOM3BOACTBY BbICOKME TEXHOOMMM MOPOIM KpaHe arpeccuBHbl MO OTHOLLEHUIO K YENOBEKY, U HE TONbKO
K €ro TefleCHOMy 340pPOBblO, HO U K UHTENNeKTyanbHO-3MOLUMOHaNbLHON cdhepe.

BrnosTuka pernaMeHTUpyeT nosBeAeHMe NoAeN MO OTHOLEHWIO APYT K APYTY B YC/IOBUSAX MPUMEHEHUS BbICOKUX TEXHONOMM, KOTopble MO-
ryT U3MEHUTb UX TeNo, NCUXMKY unn (0cobeHHo!) NoToMCTBO.

B 6103THKe MMeloTCa KtoYeBble NMOHATUSA, KOTopble 06pa3yioT Hekui obwunin 6nosTuyeckmii kogekc. HasoBeM ero LieHTpasnbHble NocTyna-
Thl:

. MpM3HaHWe aBTOHOMHOCTM JIMYHOCTK, NPaBoO YenoBeKa CaMOMy pellaTb BCe BOMPOChI, KOTOPble KacalTcs ero Tena, NCUXMKKM, 3MoLMo-
HaNbHOro cTaTyca;

crnpaBeAiMBbIA, paBHbIA AOCTYN K Nto6bIM BUAaM oblecTBeHHbIX 6nar, B TOM yncie K MeanuuHe u 6MoTexHonornam, cosaaHHbIM Ha cpea-
cTBa obuwecTsa;

npeanoXxeHHoe ele MNNMNoKpaToM «He HaBpeAu», O3HavaloLlee, YTO 3TUYHO NPUMEHSTbL TOSIbKO Te AeNCTBUSA, KOTOPbIE HE MPUYUHSAT Bpe-
Aa Kakomy-nnbo nuuy.

KcTtaTn, B coBpeMeHHOM 6103TMKe NPUHLMM «He HaBpeau» paclumpsieTcs A0 POPMYbl: «HE TOMIbKO He HaBpeau, HO U COTBOpW 6naro».

Fpynna N¢ 3.

B HacTosee BpeMs yxe BbISIB/IEHO U U3YUYEeHO HECKOJIbKO COTEH MaTosIorMyeckn n3MeHeHeHHbIX nocneposatenbHocTen AHK, Bbi3BaHHbIX
MyTareHamMn. MHoOrne M3 3TMx NaToNOrni ABASIOTCSA NPUYMHAMK pa3nMyHbIX 3aboneBaHnin Yenoseka. M03TOMYy Tak BaXK€H TOYHbIA AMArHO3
M MPOrHO3 reHeTUn4YeckMx 3aboneBaHni Ha paHHMX CTaAMsIX UX BO3HUKHOBEHUS — B KJI€TKaX Tesia 3apoAblllia C CaMoro Havana ero BHyT-
pUYyTPO6HOro pa3suTus.

B HacToswee Bpems B CLLUA, eBponenckux ctpaHax u Poccum ocylecTBnseTcs MexayHapoaHas nporpamma «'eHoMm yenoBeka», ogHa u3
Lienen KoTopor COCTOUT B «MOJSTHOM «MNPOYTEHUM>» NOCNEeA0BaTEe/IbHOCTM HykneoTnaos Bcen [HK yenoseka. [jpyrne Lenm — Kak MOXHO
6onee noapobHoe KapTMpoBaHMe reHoMa n onpeaeneHve GyHKUWMA reHoB. DTa NporpaMMa, paccumTaHHasa Ha 15 net, — camblin goporo-
CTOoAWMI NpoekT B 6uonornn Havana XXI Beka (ecnu HaneyaTaTb Ha ByMmare BClo nocnenoBaTenbHOCTb HykneoTuaos [HK yenoseka, a aTo
OKOJ0 3 MIpA. Nap HYK1eoTMAoB, TO OHa 3anmeT 200 TomoB no 1000 cTpaHuu).

Kak y>xe 6bI510 cka3aHo Bbllle, MHOrne 60ne3Hu Bbi3BaHbl MyTauMsaMU, UIN FreHeTU4Yeckon (HacneaCcTBEHHON) NpeapacnonoXeHHOCTbIO.
OpHa 13 Hanbonee 3aMaH4YMBbIX NEPCNEKTUB NMPUMEHEHUSI TEHHOM MHXEHEepUNn — fevyeHune HacleaCcTBeHHbIX 60ne3Hel ¢ NoMoLWwbio BBeae-
HWS B OpraHn3M 60/1bHOr0 HopMasbHbIX («e4ebHbIX») reHoB. ITOT MeToA Hanbonee npuemnem Ans nevyeHunst 6onesHen, Bbi3bIBaeMbIX
MyTaumen ogHOro reHa (Takmx 6one3Hen N3BECTHO HECKOJIbKO ThicsiY). UTobbl reH nepeaaBancs AOYEPHUM KeTKaM Mnpu AeNeHnn n co-
XPaHSAICS B OpraHu3Me 4YenoBeKa BCH XU3Hb, OH AO/HKEH BCTPaMBaTbCs B KIETOYHYIO XPOMOCOMY. Bnepsble 3Ta 3agaya 6bi1a pelleHa B
onbiTax Ha Mblwax B 1981 r. A yxxe B 1990 r. B CLUA 6b1n1m pa3pelleHbl KIMHUYECKME UCTIbITAHUA MO IeYEeHUI0 HacneaCcTBEeHHOM 60n1e3Hm
— «TSHKENOoro KOM6MHNMPOBAHHOIO MMMyHoAe(dULUMTa» — C MOMOLLbIO BBEAEHUS HOPMANIbHOIO reHa, OTCYTCTBYIOWEro npu AaHHon 6ones-
HW. Heckonbko nosaHee TeM e MeTOAO0M Hayanu NevynTb OAWH U3 BUAOB reModunmu.

B HacToswee BpeMs NMpoBOAATCA KJIMHUYECKME UCTbITAaHUS NTeYeHUss reHaMu NpMMepPHO AeCATKa HacneaCcTBeHHbIX 6bonesHen. Cpeaun HUX:
remouans; HacneacTBeHHas MbllleyHaa ANCTPodUsa, NpMBOAALLASA K MOYTM NOJSIHOM HENOABMXHOCTK pebeHKa; HacneaCTBEHHAsa rmnepxo-
necrtepuHemmsl. Bo MHOrmMx crny4asix yxe ceryac 4OCTUraeTcs 3aMeTHOe yJly4lleHUe COCTOSIHUS 60NbHbIX 3TUMU U APYTMMWN paHee Heusne-
YMMbIMU Bone3HsAMU. MeToAbl FEHHOM UHXEHEpPUU, NO KpalHelk Mepe uMelolme OTHOLWEHME K FTeHeTUKE YesioBeka, B NOJSIHOM Mepe oKas3bl-
BAlOTCHA CBSA3AHHbIMU C 3TUYECKMMU Npobnemamun. [lesio B TOM, YTO B JIIOOOM reHeTUYeCKOM MUCCef0BaHuM 3a4eNCTBOBAHO MHOIMO I0AEN.
WccneposaTtens, Bpay, 4OHOP, MauUEHT U YEHbl ero CEMbM MPSMO YYaCTBYHOT BO BCEX MEHOMHbIX TEXHONOMMAX U UX NPaKTUYECKNX NpuU-
NnoxeHnax. Kpome Toro, ¢ HUMK CBsi3aHbl coumasbHble CNyXbbl: TpyAoyCcTponcTBa, o6pa3oBaHns, CTPaxoOBaHUS XU3HU, 340POBbs, UMyl e-
CTBa, B KOTOPbIX rpaxaaHe BCTYNaloT B OTHOLWEHMS APYr C APYroM Npu reHOMHbIX UCCNeA0BaHUAX UM NCNONb30BaHNN X pe3ysbTaToB B
NoBCEAHEBHOW XM3HW. [103TOMY NOAMN AOJIKHbI 3HaTb O CBOMX MpaBax M 06513aHHOCTAX MpU NPOBEAEHUN TEHETUYECKUX NCCeA0BaHUN.
Taknm 06pa3om, reHHas MHXeHepus poXaaeT OYeHb MHOIMO 3TUYECKUX BOMPOCOB. HanpuMep, MOXHO /i BBOAUTb FEHbl B MOJSIOBbIE KNETKU
yenoBeKa He C LeNnbio IeYeHUs, a C Lenbio YNy4lleHUs Kakmx-To NpM3HaKoB NOTOMCTBA? MOXHO /i NpOBOAUTbL AMArHOCTUKY Hacnea-
CTBEHHbIX 3aboneBaHunit, ecnn 601bHON MOXET Y3HaTb O ee pe3ynbTaTax, a METOAOB JleYeHMs NMoKa He cylecTBsyeT? YTo nydwe — npuMe-
HEHWe reHHOM AMarHOoCTUKM B NPeapoAO0BON NMepuoa, Koraa BbisiBIeHWE HacneaCTBEHHbIX AedeKTOB MOXET NMPMBECTM K O0TKasy OT poxae-
HUs pebeHKa, UM 0TKas OT TakoW AMArHOCTUKMK, N3-3a Yero poanTenn, UMetoLme reHbl HacneaCcTBEHHOM 601e3HN, MOryT NPUHATL peLue-
Hue BoobLe He umeTb aeten?

STK n Apyrue Bonpockl akTUBHO 06cyxaatoTcsi. MoxeT 6biTb, KTO-TO B K/lacce XenaeT BblCka3aTb CBOE€ MHEHME MO O4HOWM U3 yKa3aHHbIX
Bbile npobnem? (BbicTynneHmns yyawmxcs no BbiCKasaHHbIM rnpobnemam).

Fpynna N¢ 4,

MoxHO no-pasHoMy paboTaTtb ¢ 6uonornyeckumMm Matepmanammn: 6paTb Mx, syvaTb, TpaHchHOpMMpOBaTb, NepeaaBaTb APYrMM UCCeaoBa-
TenaMm unu BpayvaM, BBOAWUTb B OPraHM3M nauneHTa obpasubl, coaepxalune reHeTuyeckyto nHdopMauuio. MNMocnenHsa Takxe MOXeT 6biTb
NCNonb30BaHa No-pasHOMY: ee MOXHO XPaHWTb, NepeAaBaTb, PaCNpPOCTPaHATb, YHUUTOXaTb. K 3TON MHdOpMaunmn npmyacTHbl 1 Te nau,
KOTOpble SIBASIKOTCS UCMbITYEMbIMU, NALUMEHTAMK, YleHaMK UX ceMei. MNpu 3TOM He TONIbKO CaM UCMbITYEMbIN, HO U ero NpsiMble MOTOMKU B
HECKONbKMX MOKOJIEHNSAX MOMYT OKa3aTbCsl 06bekTaMu BO3AENCTBUS U3MEHEHHOW reHeTn4eckon nHdopmauunmn. Bece 310 BblAENSET 3TUKY
reHeTUKM U3 ApYrux pasaenoB 6MO3TUKN.



STHUYeckne NPUHUMNbLI MEANLIMHCKON reHeTUKkn bbinn cpopmynuposaHbl B 1997 r. B nporpaMmmMe BceMmpHoOM opraHu3aummn 3apaBooxpaHe-
Hus (BO3) no reHeTuke yenoseka. MNo3HaKOMUMCSI C OCHOBHbIMU U3 HUX.

CnpaBeanuBoe pacrnpenesneHme o6 eCcTBEHHbIX peCcypCcoB, BblAENEHHbIX ANl TeHeTUYEeCKOoM Cnyxbbl, B NOMb3y Hanbonee HyXAaroWnNXcs B
HUX.

[0o6poBONBLHOCTL y4YacTus toAen BO BCEX MeAMKO-TreHeTMYEeCKMX npoueaypax, BKAKYas TECTUPOBaHUE U nedyeHune. VckitoyeHmne Kakoro-
nnbo NpUHYXAEHUA CO CTOPOHbI rocyaapcTea, obwecTsa, Bpayen.

YBa)xeHne NMYHOCTM YesloBeKa He3aBMCMMO OT YPOBHS €ro 3HaHWn. Bo3MOXXHOCTb 06pa3oBaHus B 06/1aCTU FreHeTUKN 41 BCEX Y/IEHOB
obuiecTBa, Bpayeln, yuntenen, CBSILLEHHMKOB U Ap.

YBaxeHne MHEeHUS MEeHbLUMHCTBA.

TecHoe B3aMMOAENCTBME C OpraHu3aumsaMm, o6beAnHAIOWNMN 60MbHBIX U X POACTBEHHUKOB.

MpeaynpexaeHne AUCKPUMUHALUKW NPU TPYAOYCTPOUCTBE, CTpaxoBaHUu unamn obyyeHmnn, OCHOBAHHOW Ha reHeTUYecKon MHdopMauuu.
CoBmecTHas paboTa c npeactaBuTenaMmn Apyrmux npodeccuii No okasaHuo BCeX BUAOB MeAMLMHCKOM M coumanbHON noMowm 60MbHbIM,
CTpajaloLwWwmM HacneacTBEHHbIMM 3ab0neBaHUsMU, U UX CEMbSIM.

Mcnonb3oBaHMe NOHATHOrO, AOCTYMHOMO si3blka Npw 06LWeHnn ¢ 60bHbIM.

PerynapHoe obecneuyeHune 60/bHbIX HEO6XOAMMOM NMOMOLLbLIO MW NOAAEPKMBAIOLUM JIEYEHMEM.

OTKas OT TeCTOB WM Npoueayp, HEHYXHbIX MO MEAULMHCKUM NOKA3aHUAM.

[MocTossHHOE NpoBeAeHMe KOHTPOS KavyeCcTBa reHeTUYeCKux ycnyr v npoueayp.

STK NONOXEHNS YTOUHSIOTCA B 3aBUCUMOCTWN OT TpaAMLMIA CTPaHbl U KOHKPETHOro BMAa NoMOLM.

pynna N° 5.

['eHHasa MHXeHepusa poxaaeT MHOXECTBO M lopuandeckmx npobnem. Hanpumep, BO3HMKaeT BONPOC O npaBe cO6CTBEHHOCTU nsobpeTtaTenen
Ha HOBbIE reHbl U HOBble COPTa PacTEHWUA M XXMBOTHbIX, NO/yYeHHbIE C MOMOLLbIO FEHHON MHXxXeHepun. B CLLUA n eBponeincknx crtpaHax yxe
pa3BUTO O6LIMPHOE NaTeHTHOE 3aKOHOAATENbCTBO B 3TOM 0611acTU; HEOAHOKPATHO NPOXoAMn cyaebHble npouecchl, CBA3aHHbIe C 3am-
TOM NATEHTOB Ha TOT WM MHOW reH. 3agava oblecTsa COCTOUT B TOM, YTO6bI oXpaHa NoAobHbIX NpaB cO6CTBEHHOCTW He CTana NpensaT-
CTBMEM AN AaNbHENLWUX HAaYYHbIX NCCNef0BaHNI NN MEANLMHCKOM NPaKTUKW.

Psan npobnem Bo3HMKaeT Npu NpoOBEAEHUN MAacCOBOIr0 MreHEeTUYECKOro TeCTMPOBaHMS Npu HacneacTBeHHbIX 3aboneBaHnsax. OHM CBA3aHbI C
BO3MOXXHOW AUCKPUMWHALMEN NNL, NMEIOLMX NOMOXUTENbHbIE pe3ynbTaTbl TOrO UM MHOMO TeCTa, Tak U C BO3MOXHbIM UX BIIMSHMEM Ha
ncmxu4yeckoe 6narononyyune nogen, 340poBbIX HA MOMEHT TECTMPOBaHMS. B cOOTBETCTBUMN C OBLLENPUHATLIMU MEXAYHapPOAHbIMXU HOpMaMu
obcnefoBaHMe Ha HanMume HacNeACTBEHHbIX 3aboneBaHnin B3poCabIiX AOMKHO 6biTb AOOPOBONbHBLIM, MPUYEM YHACTHUKN TECTUPOBAHUS
AOJ/KHbI 6bITb CBO6OAHLI B BbI6GOPE pelleHns, NOABEPrHYTLCS AN HET o6cnenoBaHMo, UCXOAS U3 B3rS40B U MOPasbHbIX MPUHLMMOB.
O6cnepnoBaHue AeTer Ha paHHel AMarHOCTUKeE B MHTepecax MX 340p0Bbs AOMKHO 6biTb 0653aTenbHbIM U 6ecnnaTHbIM, HanpuMep, reHeTu-
yecKkoe TeCTUpOBaHWE HOBOPOXAEHHbIX Ha LUMPOKO pacrnpoCcTpaHeHHOe onacHoe HacneacTeeHHoe 3aboneBaHne deHnnkeToHyputo. Oba3a-
TenbHbIM YC/I0BMEM Takoro obcneaoBaHns ABASOTCA AOCTYNHOCTb U CBOEBPEMEHHOCTb SleyeHuns 3abonesaHuns.

Ycnexu B M3y4yeHUW reHoMa YesnoBeka AenatoT peasibHbiM B 6nvxaniwem byayuiem TecTupoaHve Ha NpeapacnosioXXeHHOCTb K TaknuM pac-
NpOCTpaHeHHbIM 3a60neBaHMaM, Kak cepAevyHO-CoCyANCTble, OHKoMornyeckne n ap. BO3 pekomeHayeT NpoBoAUTb TECTUPOBAHWE, TObKO
€CNN ero pesynbTaThl MOryT 6biTb 3(PPEKTUBHO MCMONL30BaHbI A1 NPOPUIAKTUKMN U NledyeHns 3abonesaHns, Npu yCNoBUW NOSTHON MH-
¢dOpMMPOBaHHOCTM NaumeHTa u ero Ao6poBonbHOM cornacuun. K pesynbTataM BCeX BUAOB FEHETMYECKOro TECTUPOBAHUSA HE AO/KHbI UMETb
Aoctyna pabotodaTtenun, CTpaxoBble KOMNAHUN U Apyrue TpeTbu Anua Bo nsbexaHne BO3MOXHON AUCKPUMUHALNN.

Bo MHOrmx cTpaHax 3akoHOAATeNbCTBO 3anpeLaeT NpoBOAMTbL reHeTudeckoe obcnenosaHme 3aboneBaHnin, ANs KOTOPbIX HEBO3MOXHO fe-
yeHune. BO3 pgonyckaeT TeCTMpoBaHWe B3POC/bIX NPWU OTCYTCTBMWM METOAOB fleyeHns 3abonesaHunii, ecin nosyyYyeHHas nHdopmauma Heob-
XoAvMMa Ans npeaoTepalleHns yuwepba 340poBbio 6yayLunX NoKoneHnn. TeCTupoBaHue AeTeln Ha 3aboneBaHns C NO3AHMM HavyanoM npu
OTCYTCTBUWN METOAOB JIeYEeHUS NN NPOPUNAKTUKN CeAYET OTNOXKUTb A0 AOCTUXKEHUS BO3pacTa, KOrAa MOMoAble oAM CMOryT caMu Npu-
HATb pelleHne OTHOCMTENIbHO 3TOro Bonpoca.

C yuyeTtom onbiTa CoBeTa EBponbl 1 paspabotaHHon uMm koHuenumm KOHECKO B 1997 r. npuHaTa «Bceoblwias aeknapaumsi o reHomMe 4yeno-
BeKa M npasax 4yesioBeka». DTO nepBbiii BCeObW M NpaBoBoOM akT B ob6nactm 6uonorum, rapaHTmpylowmi cobniogeHve npas yenoseka m
yumnTbIBaOWMI HeobxoanmocTb obecneveHns ceoboabl uccnenoBaHuii. B HeM yKasbiBaeTCs, YTO FreHOM YesioBeka SiBASeTCS M3HayanbHOW
OCHOBOW 06LWHOCTH BCeX NpeacTaBuTenel Bnaa homo sapiens, NpMsHaHMS X AOCTOMHCTBA, pa3Hoobpasuns U B ero eCTeCTBEHHOM COCTOSA-
HUW HE AO/MKEH CNYXWUTb UCTOYHMKOM U3BJIEYEHUS AOXOA0B.

Jexknapauns TpebyeT 4OCTUXEHUS COrNacus 3auHTEPECOBAHHbIX UL, U KOH(PUAEHUMANBHOCTN reHeTu4Yeckon nHdopmMaunmn, Nnposo3rialla-
€T NpaBo YesioBeka caMoMy pelaTb, 6biTb UK He 6blITb MHOPMMPOBAHHBIM O pe3ysfibTaTaX FreHEeTUYECKOro aHanm3a n ero NoCIeacTBUAX,
a TakXe NpaBo Ha CrpaBeAIBYIO KOMMeHcaumio ywepba, NPpUYNHEHHOro B pe3ynbTaTe BO3AENCTBUS Ha NrEHOM, B COOTBETCTBUM C MEXAY-
HapoOAHbIM MPaBOM M HaUMOHANIbHbIM 3aKOHOAATENbCTBOM.

B nexknapauwmn, npuHsaton IOHECKO, onpeaeneHbl n 06593aHHOCTU rocyAapcTs nNo obecneveHumto cBob6oabl NpoBeAeHUS HayYHbIX UCCeA0-
BaHWI reHoMa YenoBeKa C yYEeTOM U3/0XEHHbIX B HEW NMPUHLMMOB, cobnoaeHnsa npas n cBob60A Yenoseka, yBaXeHns 4OCTOMHCTBA U
OXpaHbl 340pOBbs NtoAeN. Mcnonb3oBaHNe pe3ynbLTaToB UCCeA0BaHM BO3MOXHO TOIbKO B MUPHBIX Lensax. [ocyaapcTsam npegnaraercs
€O34aTb MeXAUCUUMIMHAPHbIE KOMUTETbI A5 OLLEHKWN 3TUYECKUX, MPaBOBbIX U COLManbHbIX BOMPOCOB, CBA3@HHbIX C UCCNeA0BaHNEM re-
HOMa uesnoBseka.

MoaBeneHne UToros

CerogHsiluHee 3aHsAATUE NoKa3aso, YTO OAHUM U3 NPOSIBEHMNA CBO6OAbI MbICIIM SBNSETCS NPOBEAEHME HAayYHbIX UccnenoBaHuii. Ho nx ye-
Nbto 0693aTeNbHO AOKHO 6bITb YMEHbLUIEHWE CTPaAaHUIA NI0AEN N yNydlleHne COCTOSHMA 340POBbs KaXA0oro YesioBeka WU BCero yenose-
yecTBa. YuyeHble — 6mnonoru, reHeTuKn, Bpadyn-npakTukm, paboTtatowme C NpUMEHEHNEM FreHHO-UHXEHEPHbIX METOA0B, AO/KHbI YYMUTbIBaTh
MUX 3TUYECKne 1 coumanbHble nocneacTems. CnoXxHble BONPOChl, BO3HMKAKOLWMNE NMpU NPOBEeAEHNN TeHHO-UHXEHEPHbIX paboT, AOMKHbI aK-
TUBHO 06CYy>XAaTbCs, AO/MKHbI pelaTb He OAHU YYEeHble, HO U MOJIMTUKMK, KOPUCTbI, BCe 06WeCcTBO. MHe KaXeTCs, YTO Ha CerogHsWwWHeM ypo-
Ke M Mbl MPUHSIN y4YacTUe B peLleHnn 3TUX CIIOXKHbIX 3TUKO-COLMaNbHO-IOPUANYECKNX BOMPOCOB.

(BbicTaBneHue oueHoK 3a paboTy Ha ceMuHape).
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