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[Mogrotoeuna : Martowosa AHHa BragumuposHa
CtyaeHTKa rpynnbl: C-141
PykoBoamTenb : 3arymeHoBa EneHa MuxannoBHa



BonbHble ¢ HacneacTBEHHbIMU 3a00NeBaHUSIMU U UX CEMbU COCTaBNSIOT
OonbLUYI rpynny HaceneHus, No OTHOLUEHUIO K KOTOPOW CyLLeCTBYeT MHOro
3TNYECKUX BOMPOCOB, BO3HMKAIOLWMX MPU OKa3aHUU UM Bpa4yeOHOMN NoMOoLLW.




[lepen Bpadamu 1 obLLECTBOM MOCTOAHHO BCTAKOT Crieundnyeckne aTuveckme
BOMPOCHLI HA POHE HOBEULLMX YCMEXOB B reHETUKE YerioBekKa.

CyTb yCNexoB B TOM, YTO OHN OBecnevnnm Takme reHeTn4eckne TEXHONOruu,
KOTOpbIE MO3BONSAOT BMELUMBATLCA B reHOM YenoBeka. He Bce B 0CBOEHMN BYpPHOro
Hay4YHOro nporpecca noagaeTcsi cpasy 3akoHodaTenbHOW Nnn NpaBoBOW Perynsaumm
ans 3awmtbl ntHanemnaa. MHoroe octaetcsa Ans peLlleHnst Ha YypoBHE MoparnbHbIX
no3uunn odLlecTsa.
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Bnoatn4yeckoe paccmoTpeHue - NepBbIN LWar K npeaynpexneHunio
oTpuuaTesibHbIX NOCNeACTBUN HaY4YHbIX OOCTUXEHUMN.

[MaBHbIM pe3ynbTatoM 6MO3TUYECKUX pa3paboTOK CTAaHOBUTCHA CBOEBPEMEHHOE
obcyxaeHne MmoparbHO-NPaBoBbIX NPOBEM, BO3HUKAOLWMX B HOBbIX 001acTaX Hayku u
npakTnknu. Ha ocHoBe obcyxaeHnn n HayYHbIX UccrenoBaHUN paspabaTtbiBatoTCsA
HaUWOHasbHble N MeXAYyHapoaHble 3aKOoHbI, pekoMeHJaumn, npasuna - Kak gns
NpoBeLEHNA UCCNedoBaHUN, Tak U AN NPaKkTUYECKON peanusaunm nx pesynsraTos.

SaKoOH — eCTh BBICILLIEee
NMPOIBJJICHMEe JeJIoBeYeCcCKOoOM
MYy/APOCTHM, MCIIOJIL3IVIOIIjee

OIIEIT JIFO /€M Ha OoO/taro




[eHeTuKa WarHyna Bnepen HacTonbKO, YTO YeNoBeK paHO UMK
No34HO CMOXET onpeAensaTb CBOK 6Monornyeckyro cynLoy. B
CBAI3N C 3TUM UCNOJSIb30BaHUe BCceX NOTeHLUMnanbHbIX BO3MOXHOCTEMN
MeOULIMHCKOW reHEeTUKN peanbHO TONbKO NPy CTPOrom cobnroaeHuu

ATNHYECKNUX HOpM.
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I'Iocxoany MeOULUMHCKaA reHeTUuKa nMmeeT Oerio ¢ 60nbHbIM
4eryioBEeKOM UJIN ero ceMbeun, oHa AOJIKHa onnpatTbCcs Ha
BblpaGOTaHHble U nNnpoBepeHHbleé BeKaMu nNnpmmHUunbI MeANLMHCKOWU
AC€OHTOJIOINMMN.

MeanuMHCKaAa AeOHTO/1I0rUsA-
COBOKYIMHOCTb 3TUYECKMX HOPM
1M NPUHLMMNOB NOBEAEHMS
MeMNUMHCKOro paboTHUKa Npu
BbIMOJIHEHMU UM CBOMUX
NpoMeCcCUOHasIbHbIX
o6sa3aHHOCTEU. CUMTAETCSH YTO
OCHOBHbIE MOHATUSA
MeINLUMHCKOM 3TUKM
cchopMyampoBan mnnokpar
(Knartea 'vnnokpara).

[unnokpat — «OTeu MmeaAULUHbI»




B 6M03TNKe BO3HUKAIOT Takne HOBble BOMPOCHI, KaK :

* BHEApEHWE NPUHLIMNUANBHO HOBbIX MEAULIMHCKUX N TEHETUYECKUX TEXHOSTOMNM
(UCKyCcCTBEHHOE OMMnoagoTBOPEHNE, CypporaTHoe MaTepMHCTBO, NpeHaTanbHas
ONarHoCTuKa, reHeTU4eckoe TECTUPOBAHME JOHOpa, reHoTepanus) ctano
MacCOBbIM B MEAULIMHCKOW MPaKTUKE;

* MEANKO-TeHETNYECKAsA NMOMOLLIb N TEHEeTUYECKNEe TEXHOMNOIMM Bce Oonblue
KOMMepLManm3npyoTcs kKak Ha 3anage, Tak U y Hac B CTPaHeE;

* MOABUIINCH HOBblEe POPMbl B3aUMOOTHOLLEHUX Bpadva N NauueHTa,
dopmupytoTca obLiecTBa NaunMeHTOB U X poautenen (c bonesHoto [JayHa,
MYKOBUCLMO030M, OEHUITIKETOHYPUEN U Op.);

* NOTPeboBanocb 3TMYECKOE 1 NPaBOBOE PEryniMpoBaHne Hay4HbIX
NccrneaoBaHUn, UX HanpaBleHU N NTOTOB, MOCKOMNbKY OHU 3aTparMBatoT
NHTepeckl obuecTBa (gononHuTenbHoe rHaHCMPOBaHMe, Yyrpo3a BOWHbI U T.
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BonbLWMHCTBO 3TUYECKUX BONPOCOB COBPEMEHHOMN FEHETUKMN
YyesiloBeKa MOXHO pelnTb B paMKax 4 NnpUHUMNOB U 3 NpaBuIn.

[puHUMN «Aenan 6.1aro».
[IlpMeHeHne 3Toro npuHUMNa Ha
NPaKTUKe CTaJIKUBAETCA C
NPOTUBOPEYMEM MEXKAY 61arom
KOHKPETHOro YyenoBeka U 61arom
rpynnbl J04EN MK 0bLLECTBA B
uenomM. CoBpeMeHHble MopaJibHble
NPUHLUMIbI 06A3bIBAIOT UCKaTb
KOMMPOMMCC MeXAy MHTepecamm

obLLecTBa U OTAE/IbHOrO YeJ/I0BEKA.

B page MexxayHapoaHbIX
[JIOKYMEHTOB YTBEPXXAAETCA HOPMA,
COrJ1aCHO KOTOPOM MHTEPECHI
nauueHTa CTaBATCA BbllE
MHTEPECOB 06LECTBA.

[lpyHUMN «He HaBpeaMu» 3anpeLllaeT
MccnepoBaTesibCKMe U
TepaneBTMYECKME JENCTBUA,
CBfA3aHHble C HeonpaBAaHHbIM
PUCKOM HeEOG1arornpuATHbIX
nocneAcTBuM Ans naumeHta. C
MPUHLUMIMOM «HE HaBpean» MeAMNKN U
O6MOJI0r1 CTONIKHYJIUCb NpU
NpoBeAEeHMMN KJMHUYECKMUX
MCNbITAHUM METOZOB FEHHOM
Tepanuun. Bbixoa 6b1s1 HAMAEH B
CO3/JaHMN BMOITUYECKMX KOMUTETOB B
yupexIeHusax, rae npoBoaAaTca Takme
MCCNe0BaHUA MU UCMbITAHUA.



[IpMHUMN @aBTOHOMMUU JIMMHOCTM - 3TO
NpM3HaHWe CBO6OAbl U JOCTOMHCTBA
NaLMEHTOB UJIM YHACTHUKOB SKCMEPUMEHTA.
Nx cnegyet yBaxaTb KaK COOCTBEHHUKOB
CBOEW KM3HM U 310pOBbs. HuKakue
BMeLLaTeNbCTBA HEJIb3A NMPOBOAUTL 6€3 1X
cornacus. NMpUMEHUTENIbHO K MeAULIMHCKOM
reHeTUKe 3TOT NPUHUMN MOXKET JIErKO
HapyLlaTbCA Bpa4oM MJIM UCCNef0BaTE/IEM
npu nepeaadve o6pasuos AHK no 3anpocy,
COXPAHEHUN U PA3MHOXKEHUU KNEeTOK U T.1.
B coBpeMeHHOW reHeTMKE NMPUHLMM
ABTOHOMMMU JIMHHOCTU AOJIXKEH
PACNPOCTPAHATLCA HAa NMOTOMKOB
o6CcielyemMoro B TOM e Mepe, B KaKou
COXpaHAETCA NpaBO Hac/ie40BaHMA
MMyLLEeCTBa.

[MpUHUMN cnpaBeA/IMBOCTU YUUTbIBAET
PaBHYIO AOCTYMHOCTb PECYPCOB MEAMKO-
reHeTMYECKOM NMOMOLLM YEPE3 CUCTEMY
rocy/1apCTBEHHOIO 3JpaBOOXPAaHEHMS, C
OZHOM CTOPOHbI, U MOPaJIbHYIO
onpaBAaHHOCTb HEPABEHCTBA YPOBHS
MeAUKO- reHEeTUYECKOM NMOMOLLM B
4YaCTHOM CEKTOpe 3/1paBOOXpPaHEHMA,
00YC/I0BJIEHHOIr0 PbIHOYHbIMMU
OTHOLLEHUAMM, - C APYron. MprHUMN
cnpaBe/IMBOCTM OTHOCUTCS K
pacnpeaeneHuo 0oLLEeCTBEHHbIX
PECYPCOB MEXKAY YKe XMBYLMMHU U
npeAcTaBUTENAMM BYAYLLMX NOKOJEHUM.
C MeJMKOreHETMYECKOM TOYKM 3PEHMS
00LLECTBO AO/I)KHO obecnevnTb 3aboTy O
3/10pOBbE MOTOMKOB.



[lpaBM10 NpaBAMBOCTM.
Mopa/ibHbIM AOAT Bpava U YYEHOro
006A3bIBaeT roBOpMTbL NpaBay
nauMeHTam UM y4aCcTHUKaM
3KCnepumMeHTa. bes 3T1oro oHu He
MOIYT CaMM NPUHATb NMpaBMIbHOE
pelleHune. B reHeTnyeckoe
obcneloBaHME BOBNEKAETCA HE
TOJIbKO OZIMH YENOBEK, HO M1 Y/IEHDI
ero CEMbM, 4YTO U co3JaeT
3TUYECKM TPYAHbIE CUTYaUUM ANS
BpaYya-reHeTuKa.

[lpaBu/1I0 KOH(MAEHUMANBHOCTU. Ha nepBbin
B3rnA4, ero erko co6awaartb, HO 3TO He
Bcerga Tak. Yem rnyoxke oobcneayercs
nauneHT (Hanpumep, Ha reHHOM YPOBHE), TEM
6o/blle 3aTpyAHEHUM B COBIOAEHUM 3TOrO
npasuna. paBmsio KOHPUAEHUMANBHOCTHU
TpebyeT NOJIHOro Corsiacma rnaumMeHToB Ha
nepegadvy noay4eHHoM Npu reHeTUYECKOM
uccaeaoBaHmu MHdopmaumm. Hambonee
TPYAHbIE CayYau CO6I0AEHMNA NpaBMIa
KOHDMAEHUMANBbHOCTU CO34aeT U3YYEHUE
POJOC/IOBHOM.

[lpaB1ao0 MHPopMHMpPOBaHHOIo corsiacusa. OHO BO MHOIMOM YK€ BOLLIJIO B MPaBOBbIE U
IOPMANYECKUE HOPMbI, PEFTAMEHTUPYIOLLIME NPOBEAEHUE MEAULMHCKUX UCTIbITAHMK,
BMELLIaTe/IbcTB. JIloboe reHeTuYeckoe 06cieJoBaHME AOIKHO NPOBOAUTHLCA C
cornacua naumeHTa Uam ero poAcTBEHHUMKOB Ha OCHOBE J0CTAaTOMHOM MH(OpMaLMK,
Bblpa’X€HHOU B MOHATHOM ANA naumMeHTa popMme.



MapnameHTckaa accamo6nen Coeeta EBponbl B 1996 r. npHUMaeT «KoHBeHUMIO O 3aluMTe npas U
AOCTOMHCTB YeJIoBEKa B CBA3M C MCMOJIb30BaHUEM LOCTUXKEHMU BUOIOTMU U Me AULMHDI>»

YacTb VI. [eHOM 4yenoBeKa

Cratba 11 (3anpeT AMCKpUMMHaLUMKM). 3anpewaeTca ntnbasa dopmMa AMCKPMMUHALMM MO MPU3HAKY
reHeTMYeCKoro Hacnegma Toro Uan UHOro amua.

Cratba 12 (FeHeTMYeCKoe TeCTUPOBaHME).

[poBeAEeHME TECTOB Ha Ha/IMYME FEHETUYECKOrO 3a60/1IEBAHMA MJIM Ha HA/IMYME TEHETUYECKOM
NpeApacnosIoXKEHHOCTU K TOMY UJIM MHOMY 3a060/1€BAHMI0O MOXKET OCYLLECTB/IATLCA TOJIbKO B LIeNAX OXPaHbl
3[10pPOBbS M/ CBA3AHHbIX C HUMM LENIAX MEAULMHCKON HayKM U NMPU YCJIOBUM HaANEXKALLEN KOHCYNbTaLMM
cneymanmcra- reHetnka. Cratba 13 (BMewaTtenbcTBa B reHOM Ye/lI0BEKA).

BMmellaTeIbCTBO B FrEHOM Y€E/I0BEKA, HAMPaB/IEHHOE Ha ero MoAMMUKaLMIO, MOXKET OblTb OCYLLECTBJ/IEHO
TO/IbKO B NPOMPUIAKTUYECKMX, TEPANEBTUYECKUX MM AUArHOCTUYECKMX LIENAX U TOJIbKO MPU YCIOBMU, YTO
NoJ06HOEe BMELLATE/IbCTBO HE HanpaB/EHO Ha M3MEHEHME FEHOMA HAaC/IeAHMKOB JJaHHOIO YeJI0BEKA.

CratbAa 14 (3anpeT BblOOpa nona).

He ponyckaeTca ucnosib3oBaHWE MEAULMHCKMX TEXHONOMMMU, HanpaBAEHHbIX Ha OKa3aHWe MOMOLLM B
NpoAo/IXKEHUM poJa, B LENSAX Bbibopa nosa dyayulero pebeHKka, 3a UCKIIYEHUEM Cay4YaeB, Korga 310
JlenaeTca C TeEM, YToObl NpeaoTBpaTUTb Hacieg0oBaHME STUM pe6EeHKOM 3ab01eBaHMA, CLENNEHHOIO @
MNOJIOM. \_4



[paBoBble aKTbl B 06/1aCTM MeAULMUHCKOU FreHETUKM:

1993 r. - 3akoH P® «0 3awmTe naymeHTa oT reHeTUYECKUX 3ab601eBaHUN ».
1995 r. - BO3 co3gann AOKYMEHT «Pe3toMe No 3TUYECKMM acneKTam
MEAMULMHCKOMN reHeTUKU>». OHO COAEPKMT Te3UCHI, 6osiee 06LLEro JOKYMEHTA
«[lporpammbl BO3 no reHeTUKM YenoBeKa».

1996r. - 3aKkoH P® «O rocygapcTBEHHOM peryiMpoBaHuM B 06/1aCTU FEHHO-
MHXXEHEPHOU AEeATE/IbHOCTU .

1997r. - JJononHMTENbHbIM NPOTOKO/1 KoHBEHUMM «O 3alimTe npaB Ye/10BEKA M
buomMeanumnHe», «Q 3anpeTe KJIOHMPOBAHUA YesI0OBEKA .

1997r. - Bceobuasn Jleknapaums NpuHATA HA reHepasibHOW KOHEepEHLMM
IOHECKO «0O reHome 4yenoBeKa U rnpaBax YesioBeKa».

B Halwlen cTpaHe NpMHUMAlOTCA 3aKoHbl [paBUTENbCTBA, PErY/IMPYHOLLUE
NpoBeZlEHNE reHEeTUYECKMX UCCIeJOBAHUM.

B mae 2002 roaga Bctynmn B cu1ay 3akoHonpoeKT lNpasutenbctea PO «O
BPEMEHHOM 3arnpeTe KJIOHMPOBAHMA>.



an/IHLI,VII'IbI ITNHECKOIO perynmnpoBaHnNAd Hay4HbIX nccrnegoBaHUMN:

-00LLIECTBO HE JOMKHO OrpaHMYnBaTh CBOOOAY Hayku, a Hay4YHoe coobLLECTBO
[OMMKHO obecneynBaTth 3alMTy NpaB U UHTEPECOB NIOOEN.
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