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Crarps 1

Buectu B DemepanbHblii 3akoH oT 5 umions 1996 roma Ne 86-03
«O  rocymapCTBEHHOM pPEryJMpOBaHHM B OO0JacTH T'€HHO-UH)XEHEPHOH
nestenbHocT»  (CoOpanue 3axkoHozaTenbcTBa Poccuiickoir  (Penepaiyy,
1996, Ne 28, cr. 3348; 2000, Ne 29, cr. 3005; 2009, Ne 1, ct. 21; 2010, Ne 41,
cr. 5191; 2016, Ne 27, ct.4291; 2021, Ne 24, ct. 4188; Ne 27, ct. 5179; 2023,
Ne 1, ct. 90) cnenyronive U3MEHEHU

l)crareto 1 mocne CJIOB «IpHU OCYLIECTBIEHHH T'€HHO-HHXEHEPHOH

[



JIEATENbHOCTH» MHOTIONIHUTh CJIOBaMU «, W OIIpeJessieT NpaBOBBIE OCHOBBI
riepelady FreHeTHUECKUX JaHHBIX YeJIOBEKa;

2) crarbl0 2 JOMOJHUTH ab3alaMu BOCEMHAALATHIM U AEBATHAALATHIM
CJIEIYIOIIETO COAepKaHUS:

«TeHETHYECKHe JIaHHbIe YellOBeKa - CBEJEHHS O IIOCJIE0BATEIbHOCTH
HYKJICOTHIOB B TOJUMEpax HYKICHMHOBBIX KHCJIOT M HX XAMHYECKHX
MoAUQUKAIMAK, IONYYCHHBIE B pe3ylbTaTe MOJEKYJIIPHO-TeHETUIECKUX
METOJIOB HCCIIEAOBaHUI OMOIOTMYEeCKOro MaTepuana 4ejloBeKa;

MOMYyJIIUOHHBIE  TeHeTHYeckue u  (WIM)  WMMYHOJIOTHYECKHE
HCCIIeIOBAHUS - MCCIEIOBaHUS, KOTOPHIC IPOBOJASTCS B OTHONIEHWH TPYIIIbI
nui (Ooee Tpex 4YeNoBeK), B3ATHIX M3 00mield momynsuuu ¥ o0beIUHEHHBIX
OOHIMMH TIpU3HAKaMH, B TOM YHCJIe TI0 BO3PACTy, IOy, HAI[MOHAIbHOCTH,
MECTY INPOXXUBAHHS, COCTOSHHUIO 3I0POBbs, peaKIMi Ha BHEIIHHE BO3JEHCTBHS
¥ UHBIM IIpU3HAKaM, B pe3yJibTaTe KOTOPHIX ITOJIyYeHbl TeHeTH4ecKre U (MJIH)
MMMYHOJIOTHYECKHE TaHHBIC YEIOBEKA. ),

3) B ctatbe 4:

a) HAUMEHOBAHHE JIOMOJIHUTh CJIOBAMH «H Tiepeladyd TeHETHYSCKUX
JIAaHHBIX YE€TOBEKay;

0) B 4acTH NMEPBOM:

ab3a1l TPeTHi JONOIHUTH CIOBAMH «M Iepeladn I'eHEeTHYSCKUX JaHHBIX

YCIJIOBEKa»,



B a03alle YeTBePTOM CJIOBAa «MEXaHWU3Ma, 00eCTICUHBAIOIIET0» 3aMEHUTD
CIOBaMH «MEXaHHU3MOB, 00eCIIEUNBAIOIINXY, JOIMOJHUTE CIIOBAMH «, a TaKXkKe
COXPaHHOCTb ¥ 3allIUTy TeHETHYECKHUX JTaHHBIX YEJIOBEKay;

4) B cTatbe 5:

a) HANMEHOBaHWe JIOMOJNHUTEL CIIOBAMH «H IIepe/iaddl TeHEeTUYEeCKHX
JIAHHBIX YeJIOBEKa,

6) B UacTu NepBOil:

a03am TMepBBIH IIOCJIE CJIOBA «JIEATEIBHOCTH» JONOJHHUTL CJIOBaMH
«¥ TepeIadd TeHETHIEeCKUX JaHHBIX YEIOBEKay;

JIOTIOTHUTH a03aIleM JIEBITHIM CIICAYIONMIETO COJIEPIKaHuU:

«obecrieyeHHe COXPAaHHOCTH W 3allUTBI TeHETHYECKHX  JHaHHBIX
9eJI0BEKa. »;

5) B cTatbe 12:

a) HAUMCHOBaHUE JOMOJHUTh CIIOBAMH «H TIepeladyd T'€HETHYECKUX
JIAHHBIX YEJIOBEKaY,

0) JOIONHUATP YaCTHIO TPEThEH CIIeAYIOIEro COAePKAHUS:

«3a HapymeHue TpeboBaHnil HacTosmero demepanbHOrO 3aKOHA B YaCTH
Iepeiayi TeHeTHIECKUX JaHHBIX YeJIOBEKa, B TOM YHCIIE MOJYYEHHBIX B XOJ€
MTPOBEJICHUA TOIMYJSALUOHHBIX TE€HETHYECKHX M (WIM) HMMYHOJIOIHYECKHX
WCCIICIOBaHUM, MOpPHIHYECKHe JIHNA, JODKHOCTHBIE JIMIla H TpakIaHe

Poccuiickoit @epeparun, a TakkKe HHOCTPaHHBIE TpaxJaHe W Juma Oe3



rpakJIaHCTBa HECYT OTBETCTBEHHOCTh B COOTBETCTBHH C 3aKOHOAATEIHCTBOM
Poccuiickoit @egepanyun.»;
1
6) JIOTIOJTHUTB CTAThIMH 13" 1 132 CIIEAYIOILIErO COAEPIKAHUS:

1
«Cratps 13'. Ilepegaya reHeTH4eCKUX JAHHBIX YeJI0BEKA 32 Mpeaeabl
TeppuTtopun Poccuiickoii ®enepannu

Ilepemaua reHeTHYeCKMX JaHHBIX Ye€JOBEKa 3a TpeJeibl TEPPUTOPUHU
Poccuiickoii denepanyy JOMyCKaeTCs B CAEAYIOMNX HENsX:

OKa3aHHUe MeIULMHCKON MOMOIIY KOHKPETHOMY NalUeHTY;

pa3paboTka U W3TOTOBJIEHUE JIEKapCTBEHHBIX IIpenaparTos,
OMOMEIUITMHCKUX KIIETOYHBIX IPOAYKTOB JJI KOHKPETHOT'O MAIUEHTa,;

OCYIIECTBIIEHAE MEXIyHapOLHOTO COTPYLHWYECTBA B COOTBETCTBUU C
3aKoHOJaTeNbeTBOM Poccuiickoit denepanym.

Ilopsinok mnepegayu TeHETHMYECKUMX [JAHHBIX 4YeJNOBEKa 3a IPEeAeIibl
Teppuropun  Poccuiickol @epepanvu B LEeIIX U chOydyasx, KOTOpPBIe
YCTaHOBJICHBI HACTOSIIEH CTaTbedl U CTaTbeil 13% HacTosmmero ®enepanbHOTO
3aKOHa, a TaKXKe YCJIOBHUS TakoH Iepemadyd W TpeOOBaHHA K OpraHH3aIHsIM
U QU3UYECKHM JIMIIaM, OCYIIECTBISIOMIUM TaKylo mepejady, YCTaHaBIUBAIOTCS
ITpaBuTenscTBOM Poccutickoii @enepanun.

Cratbs 13°. Iepeaaya reHeTHYECKHX JAHHBIX Y€JI0BEKA, MOy YeHHbIX

B XO/I¢ NPOBeACHHS NONY/JIANMOHHBIX FTeHeTHYeCKHX
4 (HJ1H) MMMYHOJIOTHYECKHX HCC/IeJOBaHMi

Hepez[aqa FCHECTHYCCKHX J[JaHHBIX YEJIOBEKA, IIOJIYYCHHBIX B XOI¢

IIPOBCACHUA IIOIIYJLILMHOHHBIX TI'CHETHYCCKHUX H (I/IJII/I) HMMMYHOJIOTHYECKHX



UCCIEeIOBaHUM, WHOCTPAHHBIM (QU3MYECKUM U  HOPUAMYECKUM JIMIIaM,
HaxoAsmmmMcsl Ha Ttepputopun Poccuiickoit @enepanyy, OpeIcTaBUTENbCTBAM
(pmnuanam) UHOCTPAHHBIX FOPUIAYECKAX JIUI, HAXOASIIAMCS Ha TEPPUTOPHUH
Poccuiickoit denepanuu, NpeICTABUTENSAM YKa3aHHBIX IOPUAMYECKHAX ULl Ha
teppuropun Poccuiickoit denepannu, a Takke GU3HYECKAM U IOPUAAYECKAM
JYLAaM, HaxoNsIMMCs 3a Ipenenamu teppuatopun Poccuiickoit ®epneparuuy,
VHOCTPAaHHBIM TIOCYJAapCTBaM 3allpeliaeTcs, 3a HCKIIOYEHHEM Clydacs,
IIPELYyCMOTPEHHBIX YaCThIO BTOPOH HACTOSIIECH CTaThy.

B HCKIIOUMTENBHBIX Cly4yasx [JOMYyCKaeTcsl Iepejada TeHETHYEeCKUX
JIAaHHBIX 4EJIOBEKA, YKA3aHHBIX B YaCTH IIEPBOM HACTOAIIECH CTaThbH, B MOPSAKE,
MPEIyCMOTPEHHOM YacThIO BTOPOM CTaThbU 13' macrosimero ®enepanbHOTO
3aKOHa.

Ilox mepemavyell reHeTMYECKUX HAHHBIX 4YEJIOBEKA, IMOIYYEHHBIX B XOJE
MIPOBEJEHUS TOMYJALIMOHHBIX TeHEeTHYeCKUX H (WIM) HMMYHOJIOTHYECKHX
HCCIIEJOBAaHUM, B LENAX HACTOAIIed CTaThd NOHHMMAIOTCA JIHOOBIe ACHCTBHA,
CBSI3aHHBIE CO COOpOM, C XpaHEHHEM, IPEIOCTaBJICHHEM JOCTylla K TaKuM
FEeHETUYECKUM JaHHBIM, UX IEPECBUIKOM, paclpOoCTpaHeHHEM, pa3MEIICHUEM B
HH(GOPMAIMOHHO-TEIEKOMMYHHUKAIIHOHHBIX CETAX, a Tak)Ke WHbIe IeHCTBUS, B
pe3yinpTare KOTOPBIX TaKue TIEHETHYECKHE JaHHble W COOTBETCTBYIOIIAs
uHpOpMalls CTAHOBATCS JOCTYNHBIMH JTHIIaM, YKa3aHHBIM B YacTH IEPBOM

HaCTOSIIEH CTaThH.».



Crartbs 2

B a63ame mepBom ctatbu 2 PenepanmbHOro 3akoHa OT 29 nekadps
2022 roma Ne 643-®3 «O BHeceHun u3MeHeHuii B DeaepalbHBIA 3aKOH
«O TOCYyZapCTBEHHOM perylHpOBaHMM B 00JIaCTH TeHHO-UHXXEHEPHOM
nestenpHocTH» (Cobpanue 3akoHomaTenbcTBa Poccuiickoit @eneparnun, 2023,
Ne 1, ct. 90) cinoBa «31 mexabps 2025 roma» 3aMeHUTH ciioBamu «31 mexaOpsi
2027 roga».

Cratbs 3

Hactosmmuii ®enepanbHBIi 3aKOH BCTyHaeT B CHWIy C 1 ceHTAOps

2026 rona.

B.Ilytun

Mocksa, Kpemib
20 ¢espansg 2026 roga
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