[TpoekT

ITPABUTEJ/IbCTBO POCCUMCKOM ®EIEPAIIIN

IIOCTAHOBJ/IEHUNE
or " " 2026 1. Ne

O nopsjke nepejauy reHeTUUYECKHUX AAHHBIX Ye/I0BeKa 3a npejesibl
Tepputopum Poccuiickon ®epepanuy, a Takke yC/JI0BUSIX TAaKOU nepejaun
U TPeOOBAHUSX K OPraHu3aluaM U pU3nUecKuM JIMaM, 0CyLIeCTB/ISIOMUM
TaKylo nepejady, B COOTBETCTBHH CO cTaTbaMu 13'u 13° ®epepaibHoOro
3aKoHa «O rocyiapCTBeHHOM PeryJIMpOBaHUM B 00/1aCTH F'eHHO-UH)KeHEPHOU
AeATeTbHOCTH»

B coortBerctBUM O cTathsimu 13" wu 13° dejepanbHOrO 3aKOHA
«O  rocysapCTBeHHOM pery/MpOBaHWM B  00/JIaCTM  TeHHO-WH)XeHepHOMU
nestensHOCTU» [IpaBUTenbcTBO Poccuiickor denepallii MO CTAaHOB/AA €T :

1. YtBepaute IlpaBusia mnepenaun TeHETHUECKUX [AaHHBIX UejioBeKa
3a mpefenbl TeppuTopuM Poccuiickont ®efepalivd, yCIOBUSI TaKOW Tepejayu
1 TpeboBaHUS K OpraHU3alysaM U (U3NUeCKUM JIUIaM, OCYILeCTBIISIOLUM TaKyHo
nepejauy, B COOTBETCTBMM CO cTaThamu 13' u 13% depepanbHOro 3akoHa
«O rocylapCTBEHHOM  peryJupoBaHMM B 00/IaCTU ~ TeHHO-WH)KeHepHOMU
JleaTe/TbHOCTU» COTJIaCHO MPUIoKeHUI0 Ne 1 K HaCTOSIIEMY TTOCTAHOBJIEHUIO.

2. Obpa3oBaTth MeXBeJOMCTBEHHYI0O KOMUCCHIO T10 TIPUHSITUIO DelleHui
0 Mepejiaue reHeTUUECKUX aHHBIX YesI0BeKa 3a TNpefiesibl TeppuTopun Poccuiickon
depepaluy B LIeJISAX U CIyYasX, yCTAHOB/IEHHBIX cTaThamu 13! u 13° ®egepanbHOro
3ak0Ha «O rocyZilapCTBeHHOM peryJIMpOBaHUM T'eHHO-UH)XeHEPHOU J1eTe/IbHOCTU»,
Y yTBepPAUTH TMOJIO)KeHWe O Hel COr/JIacHO MpuaoKeHHO Ne 2 K Hacrosiemy

IIOCTAHOBJIEHUIO.

[Ipencenartens [IpaBuTesibCcTBa
Poccuiickon ®@efepanuu M. MuiycTuH



[Tpunoxxenue Ne 1

YTBEPXJEHBI
nocraHoBsieHreM [IpaBUTe/bCTBA
Poccurickon ®@eneparyu
oT Ne

IIPABUJIA
nepe/jaud reHeTHYeCKHX JAHHBIX YeI0BeKa 3a npe/jie/ibl TePPUTOPUH
Poccuiickoit Peiepanyu, yC/I0BUA TAKOW Mepejaud M TpeOdoBaHUs
K OpPraHu3anuaM U pu3ndecKuM JIMIaM, oCyIeCTB/ISIOIAM TaKylo mepejauy
B COOTBETCTBHMHM CO cTaTbaMu 13' u 13° ®egepaibHOro 3aKoHa
«O rocyaapcTBeHHOM pery/JIMpOBaHUM B 00/1aCTH
reHHO-UH)XeHEePHOH /IesiTe/IbHOCTH»

1. Hacrosinjue IlpaBusia yCcTaHaB/IMBaKOT MOPSALOK Iepefaur reHeTUUeCKUx
JJAHHBIX YeJIOBeKa 3a Tpefesbl TepputopuM Poccuiickon depepaijy, a Takxke
yCJIOBUSI TaKOM Tiepejiaud ¥ TpeOOBaHUS K OpraHu3aiiysM U Ghu3nuecKum JuiiaMm,
OCYILIECTB/ISIIOIIMM Takyl Iepejady, B COOTBETCTBMM €O cTatbsamu 13' u 13°
@®enepanbHOro 3akoHa oT 5 wutost 1996 r. Ne 86-P3 «O rocyjapCTBeHHOM
pery/iipoBaHyy B 00/1aCTU TeHHO-UH)KeHePHOU eI TeTbHOCTH.

2. [lepefaua reHeTUUeCKMX [JaHHBIX YeJlOBeKa 3a Mpefesibl TepPUTOPUU
Poccuiickon ®@efiepaliiyi OCYILECTB/ISAETCS TIPY HAJIMUWK PELeHUs] O pa3pelleHun
repefilauM reHeTMYeCKUX JaHHBIX 4e/iOBeKa, BbIZAaBaeMoro MeXBeJOMCTBEHHOMU
KOMMCCHEH MO TIPUHSATUIO PELLeHUH O repe/iaue TeHeTUYeCKUX JaHHbIX YeoBeKa 3a
ripefiesisl TeppuTopun Poccuiickor @efepaliy B Lie/iAX U (J1y4asiX, yCTaHOB/IEHHBIX
cratbsivu 13" 1 13° ®egepanbHoro 3akoHa «O rocyapCTBEHHOM Pery/IMpOBaHUH
reHHO-MH)KeHEePHOU JlesaTeNIbHOCTH»  (fanee — Komuccus) 1o (opme COryiacHo
npuokeHuro Ne 1 X HacrosmuMm IlpaBunaMm, 3a UCK/IKOUEHUEM C/Iydaes,
rpe/lyCMOTPEeHHbBIX HacTosIMMU [IpaBuiaMu.

[1naTa 3a Bbljauy pelleHusl O pa3pelleHuH lepejjaul reHeTUUeCKUX JaHHbIX
yesioBeKa 3a rnpepesbl Tepputopun Poccurickon desepaniiv He B3UMaeTCs.

3. [lepeaBaTh TeHeTMUeCKUe [aHHbIe UejlOBeKa 3a Ipejiesibl TepPUTOPUU
Poccuiickoii defiepaliii B 1jeJisX, TPeyCMOTPEHHBIX TIOAMYHKTaMH «a» U «O»
nyHKTa 4 HacTtosiux [IpaBus, BrpaBe (u3nueckue JUlla U HOPUAUUECKUe LA,
VMIMeROII1e JIMLEH3UI0 Ha OCYILeCTB/IeHHe MeIULIMHCKOU 1esiTeTIbHOCTH.

4. Ilepesaua reHeTMYeCKWX [JaHHBIX YejlOBeKa 3a IIpefiesibl TeppUTOPUMN
Poccuiickoii @enepariuu 6e3 paspeliieHus Komuccuu JoyCcKaeTcs B [eJisX:

a) OKa3aHWs1 MeJULIMHCKOM TTIOMOII KOHKPETHOMY MallueHTy:

HCTIO/Th30BaHUSI MEXK/IYHAPO/IHBIX TeHeTUUeCKUX 0a3 JaHHBIX POCCUMCKUMHU



MeQUIMHCKUMM W  HAyYHbIMM  OpraHu3alUsMHM, HMEKIIUMU  JIULeH3UI0
Ha MeJULMHCKYI [esiTeTbHOCTb, [Ji TIOCTAaHOBKM [MWarHo3a W Ompefe/ieHUs
CTpaTeruu JjieueHusl MalveHTa;

AHHOTUPOBAHUS 00e3/TMUeHHbIX  TeHeTUUeCKWX  JaHHBIX  dYepe3
OHJIAH-CEPBUCHI [I/151 TOCTaHOBKM, YTOUHEHUS MarHo3a 1 Orpe/ie/ieHHs CTpaTeruu
JleueHusl MalueHTa;

JIeTIOHUpOBaHUsS JAaHHbIX HLA-TUNMMpOBaHUS B MeXIYHApOAHBIX 0a3ax
JAaHHBIX B 00/1aCTH TeMaTOJIOTUU U TPAHCTIAHTO/IOTHH;

paboThl C reHeTUUeCKUMHU JaHHBIMU KOHKPETHOTO TMallieHTa Ha KOMITbIoTepe
WX B MOOM/IBHOM YCTPOMNCTBe Bpaua-reHeTHKa, Bpada-71abopaTOpHOTO reHeTHKa
WM WHOTO CIelMaivCTa, 3aHUMaloLerocs aHaJiu30M WM  aHHOTaluen
reHeTUUeCKUX JJaHHbIX;

nepefaud OMOJIOTUUECKOTO MaTepuana WIM TeHeTUYeCKWX J[IaHHBIX [jIs
aHa/IM3a B Ie/iIX YTOUHEHHsI [JUarHo3a, T0/yueHHsi BTOPOTO MHEHHUS U Bbibopa
CTpaTeruu JieueHus B 3aBUCUMOCTH OT F€HeTUUeCKOr0 CTaTycCa;

0) pa3paboTku u W3TrOTOBJIEHUS JIeKapCTBEHHBIX Trperaparos,
OMOMeINIIMHCKUX KJIETOUHBIX MPOAYKTOB /711 KOHKPETHOTO TalheHTa:

HCTI0/Tb30BaHMS MEXKIYHAPOIHBIX 0a3 JaHHBIX /I aHa/IM3a YacTOT aJljiesie;

WCIO/Ib30BaHUSI ~ MEXAYHapoJHbIX ~ 6a3  JaHHBIX /i1 ;Au3aliHa
reHOTeparneBTUUeCKUX Mpernaparos;

WCTIO/Tb30BaHUsl MEX/yHApOJAHbIX 0a3 JaHHBIX [jIsi aHaau3a pe3y/bTaTOB
JOKTMHUYECKUX U KITMHUUeCKUX UCC/Ie[lOBaHUM;

MCTI0/Th30BaHUsT MEXX/[yHAPOAHBIX OMoMH(MOpPMaTHUYeCKUX MaaT(opm;

B) MeXAYHapO/IHOTO COTPYAHUUYECTBA B COOTBETCTBUH C 3aKOHO/ATe/IbCTBOM
Poccurickon ®enepanyiu:

NpeJyCMOTPeHHOro 4acteto 4 cratbu 16 @ejepanbHOrO  3aKOHa
or 23 aeryctra 1996 1. Ne 127-®3 «O Hayke U TOCyJapCTBEHHOM
Hay4YHO-TEXHUUECKOU MOJIUTUKEY;

B COOTBETCTBUU C MEKyHapOJHbIMU loroBopamu Poccurickout ®eneparuy;

B LIe/IsX TyO/MKauy pe3y/ibTaTOB HAayYHOW U (W/IH) HayYHO-TEXHUUYECKOU
JleATeJIbHOCTU, 3a MCK/IOUeHWeM pe3y/IbTaTOB TMOMYJSIUOHHBIX TeHeTUUYeCKUX
Y (WI1) UMMYHOJIOTUUeCKUX UCC/IeOBAaHUM.

5. Ilepefaua reHeTMYeCKUX [aHHBIX 4Ye/iOBeKa 3a TMpefiesibl TePPUTOPUU
Poccuiickoii defiepaljui B COOTBETCTBUM CO CTaThei 13° dejepanbHOrO 3aKOHa
«O  TOCyJapCTBEHHOM  peryJupoBaHWM B  00/IaCTU  TeHHO-WH)KeHepHOU
JesiTe/IbHOCTU» C yBefomsieHHeM Komuccuu AoryckaeTcss B ciyuae MmyOaukaiui
HayuyHblX W  (WIM)  HAyUHO-TEXHUUECKUX  pe3y/JbTaTOB,  IOyYeHHBIX
TpU TPOBEJEHUM TIOMYJ/SILUOHHBIX TeHEeTUYeCKUX W (W) MMMYHOJIOTUYeCKHUX
WCC/IeJOBAaHUM, CO/IePrKall[uX TOJBLKO CBOAHBIE (0000I1EHHBIe, THTErPUPOBAHHBIE,



arperupoBaHHble) TIOKa3aTeIu W Moje/d, CPOpMHUPOBaHHbIE C TIOMOII[bIO
MaTeMaTUUeCKOT0, CTaTUCTUUECKOT0 UM MHOTO aHA/IMTUUYeCKOro IpeoOpa3oBaHuUs
reHeTUYeCKUX JIaHHbIX, KOTOPbIEe He COJiep>KaT reHeTUYeCKUX JJaHHbIX KOHKPETHBIX
JIII, B TOM uHcie B 06e3/1ueHHON dopme.

6. B 1ensix, mpelyCMOTPEeHHBIX MyHKTOM 5 HacTtosiuux [IpaBus, 3asBUTENb
HarpaB/isieT yBefioMm/eHre B Komuccuto 1o opme, COryiaCHO MpuioKeHuto Ne 2
K HactosiuM [IpaBuiam, C TipefiocTaB/ieHHeM KOIHi TIJITaHUpyeMbIX Iy0/IMKaljuit
CO BCEMH TIpWIaraeMbIMH MaTepva/jiaMd He mMo3ke, ueM 3a 20 paboumx gHel
[0 3alJlaHMPOBAHHOW Tepejjlaud TreHeTUYeCKHMX [JaHHbIX uenoBeka. Komwmccus
10 pe3y/bTaTaM pacCMOTpeHUs yBeJOM/IeHUsl BIIpaBe B CPOK A0 15 pabouux aHei
CO [HA TIOCTYyIUIeHUsI yBeJOMJIEHWS HalpaBUTh  3asBUTENI0  pelleHue
0 He0OXO0IUMOCTH Z0pabOTKH IyO/IUKALMH /I YCTPAHEHHST COZep KaI[uXcsl B Hel
DUCKOB HapyllleHUsi TIpaB M 3aKOHHbIX WHTEPeCOB TrpaxAaH Poccuiickoi
denmepalii, a TakKe PHCKOB i Owosiornueckoii 6Ge3oracHoctyd Poccuiickoi
®depepaLiyu.

B ciyuae mpunsatus Komwmccueli perieHUss 0 He0OXOAUMOCTH 1OpabOTKH
nyOMKaI[uu 711 YCTPAHEHHUsI COJIEPIKAIlUXCs B HEW PHUCKOB HapyIIeHWs IIpaB
Y 3aKOHHBIX MHTepecOB rpakjaaH Poccuiickor Pefepaijuy, a TakkKe PUCKOB AJIsl
6uonorrueckoit 6e3omacHocTu Poccuiickont ®esepaliyy, mepejaua reHeTUUeCKUX
JlAaHHbIX 4Ye/JioBeKa 3a Tipefiefibl TeppuTtopuM Poccuiickont  ®Pegepalijuu
He 10Ty CKaeTCs.

7.Ilppy  moBTOpHOM  HampaBieHMHM B  Komuccuio — mopaboTaHHOMN
B COOTBETCTBUM C ab3aijeM BTOpBIM MyHKTa 6 Hactosimx IIpaBui myOmvKaiuu
Komuccus ocyliiecTB/isieT pacCMOTpeHHe HallpaB/IeHHOTO YBeJOMJIEHUsI B TIOPSIJKe,
yCTaHOBJIEHHOM TyHKTOM 6 HacTtosiiux [TpaBus.

8. I[lepefaua reHeTUUECKMX [AHHBIX UeJIOBEeKa, IIOJYYEHHbIX B XOZe
TIPOBe/IeHUs] TIOMY/ISI[UOHHBIX TeHeTUYeCKUX U (Wih) WMMYHOJOTHYeCKUx
MCC/IeIOBAHMM B COOTBETCTBMM CO cratbed 13° ®dejepasbHOrO  3aKOHA
«O  TOCyJapCTBEHHOM peryJUpOBaHWHM B  00/IaCTH  TeHHO-UHKeHepHOU
JeATe/IbHOCTU», 3a WCK/IIOUYeHWeM WCCIeloBaHuM, YKa3aHHbIX B MYHKTe 5
Hactosux [lpaBui, 3a mpefensl Tepputopun Poccuiickor @Pepepaiuy,
JIOMyCKaeTCsl B  HWCK/JKOUUTEIbHbIX CAydasx To penieHdto  Komwuccuu,
rpeaycMoTpeHHOMY nyHKTOM 10 Hactosmjux [Ipasui.

9. B nensix nepemauu 3a mpefenbl Tepputopun Poccurickon ®depepaiyu
reHeTUUeCKUX JaHHBIX uejioBeKa, MpPeJyCMOTPEHHBIX MYHKTOM 8 HaCTOsIUX
[IpaBun, 3asBUTeNb MoJiydaeT pelneHMe Komuccun o paspellieHHMd Mepejauud
reHeTUUeCKUX IaHHbIX YesioBeKa 3a npejie/ibl TeppuTopuun Poccuiickoit desepariyu.

[nst mosydyeHus: pa3pelleHus Ha repejiauy reHeTUUeCKUX JJaHHbIX ue/ioBeKa
3a mpefenbl Tepputopun Poccuiickont d®efepalu 3asBUTeNb IIpe/iCTaB/sieT



B Komuccuio Ha OymMakHOM WM 37eKTPOHHOM HOCHTesie 3asBjieHHe 10 (opme
coryiacHO nipunoxxeHuto Ne 3 K HacTosiluMm IIpaBuiam.

10. Komuccus B Teuenre 15 pabouux AHeH co AHS MOCTYTIEHUS 3asiB/IeHUS,
TpelyCMOTPEHHOTr 0 IMMYHKTOM 9 HacTosiiux [IpaBus:

a) pacCMaTpUBaeT 3asiBjieHWe, B TOM UKCJ/ie TIPOBOAUT OLIEHKY TIOJTHOTHI
Y JOCTOBEPHOCTU CBeJIeHWM, YKa3aHHbIX B 3asiBJIEHUU;

0) TIPOBOJIUT OlIEHKY PHUCKOB i TIpaB M 3aKOHHBIX WHTEPECOB TpakiaH
Poccuiickoii  ®epepaiui  u  Ouonorudecko — Ge3ormacHocTu  Poccuiickoi
®enepaluy;

B) MIPDUHUMAET pelleHre O pa3pellieHuM Tepejaud TeHeTUUeCKUX JaHHBIX
yesioBeKa 3a mnpefenbl Tepputopun Poccuiickon ®epepauy WA pelleHue
00 oTKa3e B pa3pellleHHH TiepeJaud TeHeTUUeCKHUX JaHHBIX uesioBeKa 3a Ipe/iesibl
Tepputopun Poccuiickor ®epnepaiiyy;

') HafnpaB/sieT pellleHre O pa3pelleHWH Mepefaud TeHeTUYeCKUX [JaHHbIX
ye/IOBeKa 3a Tipefie/ibl TeppuTopuu Poccuiickoit ®efepaiy MO0 pereHue 00
OTKa3e B paspelleHuM Tiepeaud reHeTUUeCKHWX JaHHbIX uejioBeKa 3a IipefeJibl
Tepputopun Poccuiickor @efiepaliiv C yKka3aHUeM TPUYMH OTKa3a.

11. B ciiyuae HeobxoaumocTy Komuccus B Teuenre 10 pabounx gHel co AHA
TIOCTYIUIEHUS1 3asiBJieHUs, TIpeJyCMOTPEHHOro MyHKTOM 9 Hacrosmux I[IpaBu,
BIIpaBe 3alpOCUTh [IOTIOJIHUTEIbHbIE MaTepuabl U MH(POPMaIHUIO.

CpoOK paccMOTpeHHUs 3asiBJIeHUs], TIpelyCMOTPEHHOI'0 TIYHKTOM 9 HaCTOSIUX
[TpaBui, MoKeT OBbITb TIPOZJIeH TIO pellieHUIO Tipefcesaarens Komuccuu wid ero
3aMeCTUTeJIs.

12. OcHOBaHKeM [Jig OTKasa B pa3pelleHuu nepejjaur reHeTUueCKUX JaHHbIX
yesioBeKa 3a Tmipefensl  Tepputopuu Poccuiickon  ®Depmepanuu - SBJSHOTCS
Tpe/iCTaB/ieHWe CBeJeHWM B HernmomHoM o6bemMe ¥ (WIM) HeJOCTOBEPHOCTH
Tpe/iCTaB/JIeHHbIX CBEJIEHUM, Ha/lMuhe PUCKOB [/l TPaB U 3aKOHHBIX WUHTEPECOB
rpaxaad Poccuiickoii @emepanu U 6uosornueckoit 6e3omacHocTH Poccuiickoit
DefeparLyi.

13. B uHBIX Cyyasx, He NpeAyCMOTPeHHbIX MYHKTaMU 4, 5 U 8 HaCTOALUX
IIpaBu/, mepejaua reHeTUYECKUX [AHHBIX UeJiOBeKa 3a Tpejiesibl TepPUTOPUHU
Poccurickort ®efiepalijiy [OIMyCKaeTcs MO pellleHW0 Komuccum B mopsjike,
yCTaHOBJIEHHOM TTyHKTaMu 8 — 12 Hactosmux [Ipasu.

14. B cnyuasix, npefyCMOTPeHHbIX IyHKTaMU 5> U 8 Hacrtoswwwmx [Ipasu,
reHeTUYeCKre [aHHble 4YeJioBeKa, IiepefjlaBaemMble 3a Tipefie/ibl TepPUTOPUM
Poccuiickoii @ezepaliuu, J0/DKHBI ObITE TIPeZICTaB/IeHbI B 00e31uueHHON hopMme.

15. [lnst ocytijecTBieHys cbopa v XpaHeHHs TeHeTHUeCKUX IaHHBIX ueioBeKa,
TOTyUEeHHBIX B XOZe MPOBeJeHUs TOMYJ/SLUOHHbIX U (WIK) UMMYHOJIOTUYECKUX
HCCieloBaHUM Ha TeppuTopun Poccuiickoit denepaliiu rpakzjiaHaMmu Poccuiickou



denepallii M POCCUNMCKMMU IOPUAUUECKMMU JHIlaMM, pellleHHe Komuccuu,
TIpelyCMOTPeHHOe MyHKTOM 9 HacTosux [IpaBui, He TpeOyeTcs.

16. Tlog pOCCHUKCKHMMU FOpUIAUECKUMU JIUL]AMU, YKa3aHHbIMU B MYHKTe 15
HacTosux [IpaBu/1, MOHUMAIOTCS FOPUANYECKHE TUL[a, CO3[aHHbIE B COOTBETCTBUHU
C 3aKoHojiaTe/bcTBOM Poccurickont desepaliyy, 3a UCK/IIOUEHUEM FOPUIAUECKUX
JIULI, yKa3aHHBIX B cTaThe 13* MeepaibHOrOo 3akoHa oT 5 oyt 1996 1. Ne 86-®3 «O
roCyZlapCTBEHHOM PeryJMpPOBaHUM B 00/1aCTU reHHO-UH)KeHEepHOM /1esITe/IbHOCTH .

IIpunoxenue Ne 1
K [IpaBuiam repejauu reHeTUYECKUX [JAaHHbBIX



yejiIOBeKa 3a Ipejie/ibl TeppuTopur Poccuiickon
denepanyy, yCJI0BUSIM TaKOW Nepefaun
1 TpeOOBaHUSM K OpraHu3aLysM
Y (hM3UUeCKUM JIULIAM, OCYILeCTB/ISIOIUM
TaKylo repezjauy, B COOTBETCTBUU
co cratbsimu 13" 1 13° ®ezepanbHOrO 3aKOHa
«O rocynapCTBeHHOM peryJIMpOBaHUU
B 00/1aCTV reHHO-UH)XXeHePHOU JiesiTe/TbHOCTY»

(dbopma)

PEIITEHUE

MexBe/JOMCTBeHHOH KOMHCCHH 10 MPUHATHIO PellleHuH
0 nepejave reHeTUYECKHUX AAHHBIX Ye/I0BeKa 3a npe/jebl
TeppuTopum Poccuiickon ®ejepanyiv B Le/IAX U C/Iy4yasx,
yCTaHOBJ/ICHHBIX cTaThbaMH 13! u 13* @egepaibHOro 3aKoHa
«O rocyjapCTBeHHOM pery/IMpoOBaHUM r'eHHO-UWH)XKeHePHOM

AedaATe/IbHOCTH»
Brigano

(HauMeHOBaHWe opraHu3alK-3asBuTens Mmoo OO pu3nueckoro uia, OCyIeCTBIISOIINX
repe/iauy reHeTHUeCKUX JaHHBIX Ue/I0BeKa)

T10 3asIBJIEHUIO OT Ne
(uucso, MecsLl, TOR)
0 riepeadye reHeTH4YeCKMX JdHHBIX Ye/JI0OBEKd
(TUITBI  TIepelaBaeMbIX TeHETHUECKUX J[aHHBIX UeJIOBeKa, HaWMeHOBaHWe TOCy/japCTBa-
TIOJTyYaTesist)

(KOJTMUeCTBO eZIMHULL KaXK/I0TO TUTIA TiepelaBaeMOro reHeTHUeCKOro MaTepyara,
BU/], YIIAKOBKH JI/1s1 KaXK/I0TO TUTIA TlepelaBaeMbIX TeHeTUUeCKHX JJaHHbIX UesioBeKa)

JJIs1

(L[E]'Ib nepefayv reHeTUYeCKUX AdHHBIX Ye/I0BEKd, HAMMEeHOBaHKE T'OCyJapCTBA-TI0/IydaTesId

Y OpraHy3aluy, yIoJHOMOYeHHOH PUHUMAaTh T'eHeTUYeCKre laHHbIe YesloBeKa)
CO,Z[Ep)KaHI/Ie IIPUHHUMAEMOT'O pellIeHus:

(o pa3periienud / 06 O0TKa3e B pa3pelleHnH repe/jaud reHeTHUIeCKUX JIaHHBIX Ye/loBeKa U PUUMHaX
OTKa3a)

HI/IL[O, YIIOJIHOMOUY€HHOE IMTPUMHHUMATL PELIEeHUE

(MOJKHOCTB) (Topmck) (db.n.0.)
« » 20 T. M.IL
[Tpunoxenue Ne 2

K HpaBI/IJIaM nepeandadyv reHeTH4YeCKUX JdHHbIX




yejiIOBeKa 3a Ipejie/ibl TeppuTopur Poccuiickon

denepaliyy, yC/I0BYS TaKOW Nepeaun
Y TpebOBaHUs K OpraHu3aLusM
Y (hM3UUeCKUM JIULIAM, OCYILeCTB/ISIOIUM
TaKylo fepe/iauy B COOTBETCTBUU
co cratbsimu 13" 1 13° ®ezepanbHOrO 3aKOHa

«O rocynapCTBeHHOM peryJIMpOBaHUU

B 00/1aCTV reHHO-UH)XXeHePHOU JiesiTe/TbHOCTY»

(dbopma)

YBEJOMJIEHUE
0 mepejave reHeTHYECKUX AAHHbBIX Ye/I0BeKa 3a npe/ie/ibl TEPPUTOPHHA
Poccuiickoii @eepanum B 1e/11X MyO/THKAIMA HayUHBIX
U (WIK) HAyYHO-TeXHHUYEeCKHX pe3y/bTaToB

1. HaumenoBanue opranusanuu/PNO ¢pusnueckoro una:

(Ha pyCCKOM W/IM THOCTPAaHHOM $I3bIKe)

2. Ha3BaHue MmaTepua/ioB (Imy0/TMKamuii):

(Ha pyCCKOM W/IM UHOCTPAHHOM $I3bIKe)

3. CniucoK aBTOPOB Kcc/1eioBaHuA ¢ addunuanuen:

(®UO, HanmeHOBaHWe IOPUANYECKOT0 JIULIA, JOJKHOCTD)

4. Ilenu nepefauy reHeTUYECKUX JJAHHBIX:

(crivckoMm B TIOpsiiKe TIPUOPUTETA T10/Jaul PYKOITHCH); TTyO/MKALIMY B TEPUOANYECKIX
W3[aHUSIX, JPYroe)

5. Tvn JaHHBIX AJIA NIepefaun:

- Cratuctuueckass UMHpoOpMalyss O  pacrpefie/leHHd — MOJIeKYJ/ISIPHO-TeHeTUUeCKUX
T1oKasareJieii (4aCTOThI BCTPeYaeMOCTH BapUAHTOB B KOTOPTax — KOJIMYeCTBO BAPUAHTOB U pa3Mep
KOTOpT);

- I'eHeTHuecKre BapuaHThl M UH(OpMaLus 0 HUX (KoaddurmenTsl) a1 GWAS, PRS;

- WHdopmaliysi 0 TeHOTUIIaX OT/e/IbHBIX MaljieHTOB;

- VHpopmalysi 0 B3aMMOZENWCTBUM Pa3/IWYHbIX MOJEKY/ISPHO-TeHeTUUeCKUX 3/1eMEeHTOB
(Bxmrouast uHGopMaIHio 00 WX KOPpeJIsLUK);

- YPpOBHM 3KCIpecCcHMM I'eHOB WM TPAHCKPUNTOB (KOJMUECTBOBO T€HOB/TPAHCKPUIITOB U
pa3Mep KOropT)

- Ipyroe (TeKCTOBOe 10Jie)

6. OcHoBaHuA AJIA HAIIPpAaBJ/IEHUA T'€HETHYECCKHUX JdHHDbIX!



(HaJII/IIJI/IE/ OTCYTCTBHE 3allpOCa Mepruoanyeckoro nu3aaHusd, ,Z[pyTOE)

7. TpedyeTcs iu my0/IMKaMs UCXOAHBIX JAHHBIX /I/IS aHA/TH3A:

(na (kakux UMeHHO, B KakoM ¢opmare, B KAKOM KOJIMYeCTBe)/HeT)

8. Pecypc, Ha KoTopoM OyayT pa3MelieHbl faHHbIe (GWAS catalog; PGS catalog
PGS catalog; Pubmed Central; Encode; pecypc Poccutickoii @egepaiiyu; apyrue)

(TeKCTOBOe 11071 JI/Is1 3ar10/IHeHUST)
9.Ha kakom pecypce B HaCcTOAIIMM MOMEHT pa3MelieHbl [aHHbIe,
npejmno/jiaraeMplie A My0/MKamuu (co6CTBeHHbIe Pecypchl OpraHW3aljH; PecypChl
Jpyroii opraHu3aiuy; HallMOHa/IbHBIM WH(OPMAIIMOHHBIA pecypc, CofepXKallluii CBefieHUs O
TOMY/ISILIUOHHBIX MUMMYHOJIOTUUECKUX W TeHeTUUeCKUX WCCIe[IOBaHUSAX, TIPOBOJUMBIX B
Poccutickoii @egepaiiyu; Apyroe)

(TeKCTOBOE TM0JIe /IJ1S 3aTI0/THEHUST)

10-- UcTouHuK (pyiHAHCUPOBAHMSI UCC/IeI0BAHMS:

(TeKCTOBOe TI0JIe /I/IsT 3aTI0/THEeHHsT)

11. BeimosiHeHa /i padoTa B paMKax rocyAapCcTBeHHOr0 3a/faHus (fa/HeT):

(y'KaBBIBaeTCH HOMeEp U TéMa roCcyadpCTBEHHOI'O BHAaHI/IH)
12. UccnepoBaHue BBINIO/JIHEHO IIO0JIHOCTBK) HAa OTKPBITBIX TI'eHeTHUYEeCKHUX
JaHHBIX Ye/I0BeKa (J1a/HeT):

(TeKCTOBOG rnoJjie Oy YyKa3aHUA UCTOYHHKA IMOJIyUeHHA ,anHbe)

13. HaumeHOBaHMe MCC/Iel0BAHUSA, B paMKaxX KOTOpPOro IpoBejeH
MOJIEKYJ/ISIPHO-TeHeTHUeCKUM aHa/Iu3:

(Yka3biBaeTcsi B cBOOOAHO hopme)

14.T'op 1npoBejeHHs HCC/Ie0BaHMs, B paMKaX KOTOPOr0 BbINO/IHEH
MOJIeKY/IAPHO-TeHeTUUeCKU aHa/IN3:

(yKa3biBaeTcsi B CBOOO/IHOM (hopme)

15. Ilenn uccie0BaHuA:

(YKa3biBaeTcsi B cBOOO/IHOM opme)



16. Opranmn3anus, BbINIO/ITHUBIIASA MO/IEKY/IIPHO-TeHeTUYeCKNU aHa/Iu3:

(yKa3biBaeTcsi B CBOOO/IHOM hopme)

17. Tun ucciegoBaHus (nony/AIMOHHOe CC/Ie0BaHMe (MCC/Ie[0BaHKIe MOJIEKYIAPHO-
reHeTHUecKoro jaH/madTa BbIOpaHHOM MOMYJISLIAN);

- VccnenoBaHue oTBeTa Ha BO3/elCTBHe BHELTHUX (DaKTOPOB (BpejHble (haKTOPhI CpPefbl,
dapMakoreHeTHKa U 1p.);

- VWccnenoBaHue pyuckoB pa3BUTHs 3abosieBaHUH (ITOKCK MapKepoB BOCIIPUMMYMBOCTH WU
YCTOUUMBOCTH);

- WccnenoBanus naroreHesa 3abo/ieBaHui;

- Pa3paboTka HOBOIi 7abOpaTOPHON MEeTOVKH;

- Pa3paboTka HOBOro MeTo/ja aHa/inu3a reHeTUUeCKUX JaHHbIX;

- Ipyroe (TekCTOBOE M0JI€)

(yKa3biBaeTcsi B CBOOOIHOM hopme)

18. OcHOBHOI1 KpUTEpHUii 0TOOPA rPynim B HCC/IeA0BAHUM:

- Hanmune wiu oTcyTCcTBHe 3a00/1eBaHus, BK/IIOYAsi pa3/IMYHbIe ()OPMBI

- Hanuuue wiv oTcyTcTBHe crielfuduyeckoro peHoTuna (He BK/IrOUast 3a00/1eBaHMS)
- PervoHanbHO-reorpaduueckuyii Mpu3HaK

- OTHUYeCKast IPUHAZJIEXKHOCTH

- Ipyroe (TekcToOBOe I0J1€)

(YKa3bIBaeTCsl OIUH WM HeCKOJIbKO MTyHKTOB)

19. lono/iHUTE/IbHBIE KDUTEPHUH 0TOOpa:

(yKa3sbIBaeTcsi B CBOOOAHOM hopme)

20. Pa3mep ucc/1e/J0BaTe/IbCKO BHIOOPKH, ONMMCAHHE M Pa3Mepbl OT/[e/TbHBIX

KOI'OPT (uesioBeK, BK/IIOUasi pa3Hble TOUKHU /I/Is1 OJHOTO UesIOBeKa):
- MeHee 10;

- ot 10 no 100;

- ot 100 1o 1000

- 6osiee 1000

[laHHbBIE IO/DKHBI OBITH TIpe/iCTaB/eHbl B 00e3/TMUeHHOM opme.

(YKa3bIBaeTCsl OIUH UM HeCKOJIbKO MTyHKTOB)

21. PackpbiBaeTca /M B HccAeAoBaHHM wuHopManusa 00 YHHKAaJIbHBIX

reHeTHYeCKHX 0CO0eHHOCTAX O0TAe/IbHBIX JlIO}Z[Eﬁ H/UIn rpyimn JIIOAEI‘/’IZ
- Ha (a5 oTAeNbHBIX JFo/1ei)

- Ha (#s1 TpyIIsl JIt0ei)

- Het

(YKa3bIBaeTcsi O/IVH U3 BapUAHTOB)



22. laHHbIe KAaKHUX BU/IOB MCC/IeIOBAaHUM HUCI0/Ib30BaHbI NMPH MOAT0TOBKeE

MdTE€PHA/IOB:

- WccnenoBaHe TeHeTUKH

- Wccnenosanue MetusioMa

- WccnenoBaHust TPaHCKPUTITOMA

- WccnenoBaHuie TPaHCKPUIITOMA €JUHUYHBIX K/I€TOK
- [TpocTpaHCTBeHHAasi TPAHCKPUIITOMUKA

- VccnenoBaHue OTKPBITOCTHA XpOMAaTHUHA

- Zipyroe (TeKCTOBOe T10J1e)

(Yka3bIBaeTCst OZJUH WX HECKOJILKO ITyHKTOB)

23. Kakue meToabl MOJIEKY/IAPHO-T€HETUYECKOr0 aHa/iM3a MCI0/1b30BaHbl B

YKa3aHHbIX BbIIIE€ BUAAX I/ICCJ'lEﬁ[OBaHI/Iﬁ IIPpHA ITOATOTOBKE MATePHUA/IOB:
- [TonmHOreHOMHOE CeKBeHHUpPOBaHUe

- TapreTtHas naHesnb

- [TLIP

- AHanu3 ¢ UCIo/Ib30BaHUEM YHIIOB

- Zipyroe (TeKCTOBOe MoJie)

(yKaBbIBHETCH OJWH W/ HEeCKOJIBKO HYHKTOB)

24, lanHble BHeCeHbl B HAIMOHA/IbHBIM HWH(OPMALMOHHBIM  pecypc,
Co/iep Kalluy CBeJeHHs 0 MOMY/ISI{UOHHBIX UMMYJ/IOTHUECKHX U FreHeTUYeCKUX

HCC/IeJOBaHMSIX, TPOBOJUMBIX B Poccuiickoii defepanumn:

- Ha (zs1 TpyIIsl JIr0ei)
- Het

(ma (@i TpyIIIBI THOJEH)/HeT)

(1O/KHOCTB) (ToaTrCe) (¢.n.0.)

« » 20 T. M.IIL.

OTMeTKa 0 NIPUHATHH YBeAOM/ICHUS
IIpunsn

(®UO, [0/IKHOCTD, TIOATIHCH)

« » 20 T Perucrpauyonsbii Ne




[Tpunoxxenue Ne 3
K [IpaBunam nepesaur reHeTUYECKUX JaHHBIX
yesiOBeKa 3a Tpejiesibl TeppuTopumn Poccuiickon
defepauyy, yCJI0BUSM TakOM Tiepesaun
1 TpebOBaHUSIM K OpraHM3aLUsM
Y (PM3UYECKUM JIULAM, OCYILeCTB/ISIOLIUM

TaKylo 1epe/jauy B COOTBETCTBUM CO CTAaTbIMU

13" 1 13° ®egepaabHOro 3aKoHa

«O rocyZiapCTBeHHOM pery/MpOBaHUH

B 00/1aCTH reHHO-UHKEeHEepPHO! /1eITe/IbHOCTH»

(dopma)

3AS[AB/IEHUE
0 mepejiaye reHeTHYECKHUX JAHHBIX Ye/I0BeKa 3a Mmpe/e/ibl
Tepputopuu Poccuiickoit ®eaepanuu

1. HaumenoBanue opranusanuu/PNO ¢pusnueckoro una:

(Ha pyCCKOM W/IM THOCTPAaHHOM $I3bIKe)

2. Ha3BaHue MmaTepua/ioB (Imy0/TMKaIuii):

(Ha pyCCKOM W/IM UHOCTPAHHOM $I3bIKe)

3. CIHCOK aBTOpPOB HCC/IejoBaHus ¢ adduanammen:

(®UO, HanmeHOBaHWe IOPUANYECKOTO JIULIA, [JOJKHOCTD)

4. )KypHas (CIUCOK Tpe/no/iaraeMbiX )XypPHA/IOB) /I IMy0/TMKAI[UM

(criickoM B TOpsiiKe MIPUOPHUTETA N0J,aul PyKOIKMCH); Ha3BaHUe KOH(epeHLUH, ec/iu
TIPOBEPSIOTCS Te3UCHI/0KaL)

5. Tun JaHHbIX A1 My0/IMKaIUH:

- Crartuctiyeckass wuHGOpPMaLusi O  paclipefie/ieHHHd  MOJIEKY/ISIPHO-TeHeTHUeCKUX
ToKasaTesied (YacTOThl BCTPeYaeMOCTH BApHMAHTOB B KOTOPTaxX — KOJIMUECTBO BapHaHTOB
Y pa3mep KOroprT);

- ['eHeTHuecKre BapuaHThl U MHGOpMaLus 0 HUX (KoadduumenTsl) aias GWAS, PRS;

- Wudopmalyisi 0 reHOTUIAX OT/ebHBIX MalleHTOB;

- WHdopmalysi 0 B3aUMOJENCTBUM Pa3/IMYHbIX MOJEKY/ISPHO-TeHeTUUeCKUX 3J/ieMeHTaXxX
(Bxrouast nHGOpMaLHIO 00 UX KOPPeJISALUN);

- YPpoBHM SKCIpeccMy TeHOB WM TPaHCKPUIITOB (KOIMUECTBO T'€HOB/TPaHCKPUIITOB
1 pa3Mep KOropT)

- Ipyroe (TekcToOBOe I0J1€e)




6. Tpebyercs i1 HanpaB/IeHNEe UCXOAHBIX JAHHBIX /ISl aHA/IM3a:

(ma (kakux UMeHHO, B KaKkoM ¢dopMare, B KAKOM KOJTMUeCTBe )/HeT)

7. Pecypc, Ha KOTOpOM OyyT pa3meineHbl AaHHbIe (GWAS catalog; PGS catalog;
Pubmed Central; Encode; pecypc Poccuiickoii @eznepaiiuu; Jpyrue)

(TekCTOBOe 1oJIe [1J1s1 3aT0/THeHUSA)

8. Ha kakoMm pecypce B HaCTOAIIMU MOMEHT pa3MelieHbl [JaHHbIe,
npe/no/jiaraeMbie s MyO/IMKAIUM (coGCTBeHHBIe Pecypchl OpraHW3aliiM; pecypehbl
JIpyroii opraHu3aliy; HalMOHa/IbHBIM WH(OPMAIIMOHHBIM pecypc, CofepXKallluii CBefieHUs O
TIOMTY/IAI[UOHHBIX MMMYHOJIOTUYECKAX U TeHeTUYeCKUX WCCIe[JOBaHUSX, TIPOBOAWMBIX B
Poccutickoii @egepaiiyy; apyroe

(TEKCTOBOE 1moJsie AJis BEIHOJ'IHEHI/IH)

9. UcTrouHuk (puHaHCUPOBAHMA:

(TekCTOBOeE TI0/Ie /IJIS1 3ar0/THEHHs )

10. Boino/iHeHa /i pafoTa B paMKax rocyAapCTBeHHOr0 3ajaHusl (a/HeT):

(ecnu fja, yKasbIBaeTCs HOMep M TeMa roCy/1lapCTBeHHOI0 3a/laHus)

11. UccnejoBaHue BBIMO/IHEHO MOJTHOCTHI0O HAa OTKPBITHIX TIeHeTHYeCKHUX
JAHHbIX yesjioBeKa (Ja/HeT):

(TekcTOBOe MoJie /i yKa3aHUsl MCTOUHUKA T0/TyYeHUs! JaHHbIX )

12. HaimeHOBaHMe MCC/Iei0BAHUSA, B paMKaxXx KOTOpPOro TmpoBeJeH
MOJIeKY/IAPHO-TeHeTUUeCKU aHa/In3:

(Yka3biBaeTcsi B CBOOOHOM opme)

13.T'ox nmnpoBeaeHusi HCCIeJOBaHMs, B PpaMKaxX KOTOPOr0 BbINO/IHEH
MOJIeKY/IAPHO-TeHeTUUeCKU aHa/In3:

(YKa3biBaeTcsi B CBOOO/IHOM (opme)
14. Ilesb ucciepoBaHuA:

(yKa3bIBaeTcsi B CBOOOIHOM hopme)

15. Yupex/ieHue, BbINIO/THUBLIEE MO/IEKY/IAPHO-TeHeTUUeCKNH aHa/IN3:

(yKa3biBaeTcsi B CBOOO/IHOM hopme)



16. Tun uccaepoBanms (Iony sAMOHHOe UCCIe0BaHKe (MCC/Ie0BaHUE MOJIEKYJISIPHO-
reHeTUYeCKOro JiaHAmadTa BbLIOpaHHOM MOMYJISINN);

- WccnenoBaHue 0TBeTa Ha BO3/IeMCTBHe BHEIITHUX ()aKTOPOB (BpeHble (haKTOPhI CpPe/ibl,
cdapMakoreHeTHKa U 1p.);

- VccnenoBaHue pyuckoB pa3BUTHs 3abosieBaHUH (MTOKCK MapKepoB BOCIIPUMMYMBOCTH W/
YCTOMYUBOCTH);

- WccnenoBanus maroreHesa 3abosieBaHuii;

- Pa3paboTka HOBOIi TabOpaTOPHON MeTOUKH;

- Pa3paboTka HOBOr0 MeTo/ja aHa/lu3a reHeTUUeCKUX JaHHbIX;

- ipyroe (TeKcToOBOe Mos1e)

(YKa3biBaeTcsi B cBOOO/IHOM opme)

17. OcHOBHO# KpUTepuii 0TOOPa rPynil B HCC/1e/[0BAaHUM:

- Hanuuwne nnu OTCYTCTBHE 3&160]’[6B8HI/IH, BKJ/IKOYadA pa3/IMUHbIe (i)OprI

- Hanuume wiu otcyTcTBre crienvduyeckoro ¢peHoTHa (He BKIFOUast 3a00/1eBaHMs)
- PervonanbHO-reorpamyeckuii mpu3HaKk

- OTHUUECKast MpUHAA/IEX)KHOCTH

- Ipyroe (TekcToOBOe 10s1e)

- TeKCTOBOe T10Jie ¢ (POPMYJTMPOBKOM KpUTEpHs

(Yka3bIBaeTCs OZJMH WIX HECKOJIBKO ITyHKTOB)

18. [lono/iHUTE/TbHBIE KPUTEPHUH 0TOOpA:

(yKa3sbIBaeTcsi B CBOOOAHOM hopme)

19. Pasmep wuccieoBaTeNbCKONM BLIOOPKM, OIMHCAaHWE W Pa3Mephbl OTAeNIbHBIX

KOI'OPT (uesioBeK, BK/IIOUasi pa3Hble TOUKH [i/Is1 OJHOTO YeJIOBeKa):
- MmeHee 10;

- ot 10 o 100;

- ot 100 1o 1000

- 6omee 1000

laHHBIe IO/DKHBI OBITH TIPE/ICTaB/IeHbl B 00e3/TMUeHHON hopMme.

(YKa3bIBaeTcsl O/IMH WA HECKOJIBKO TTyHKTOB)
20. PackpbiBaeTcss M B HCOIeJoBaHUM HWHpOPMAus 00 YHHKAJIbHBIX
reHeTHYeCKHX 0CO0eHHOCTAX OT/Ie/IbHBIX JIIO/Ied W/WIN TPYIII JIF0/iei:
- Ha (a5t oTAebHBIX JHojei)
- Ha (#7151 TpyIIbl JIt0/ei)
- Het

(YKa3bIBaeTCsl O/IMH 13 BapHUAHTOR)
21. ,Z[aHHI)Ie KadKHX BU/10B l/lCCJIE].'[OBaHI/Iﬁ HCIT10/Ib30BAHbI ITPHA IMOAT0TOBKE
MaTepHuasioB:
- NccnegoBanre reHeTUKA

- HWccnepoBanue meTuoMa
- WccnefoBaHyst TpaHCKPUIITOMA



- VWccnenoBaHre TPaHCKPUTITOMA eMHUYHBIX K/IETOK
- [TpocTpaHCTBeHHAasi TPAHCKPUIITOMUKA

- WccnenoBaHue OTKPBITOCTH XPOMaTHHA

- Zipyroe (TeKCTOBOe MoJie)

(Yka3bIBaeTCst OJUH WX HECKOJILKO ITyHKTOB)
22. Kakue meToAbl MOJIeKY/IAPHO-T€HeTUUYECKOr0 aHa/iM3a MCI0/1b30BaHbl B

YKd3dHHBbIX BbIIII€ BUAdX I/ICCJIE‘L[OBaHI/Iﬁ IIPHA ITOATOTOBKE MATePHUA/IOB:

- [TonHOreHOMHOE CeKBeHHMPOBaHUe
- TapretHas naHeb

- [1LIP

- AHanu3 ¢ UCIo/ib30BaHNeM YHIIOB
- Zipyroe (TeKCTOBOe MoJe)

(yKaSbIBaeTCH OIWH W/ HEeCKOJIBKO HYHKTOB)

23. laHHble BHeCeHbl B HALMOHA/IbHbIM HWH(OPMALMOHHBIM Ppecypc,
Co/iep Kalliy CBeJeHNs 0 MOMY/ISIUOHHBIX UMMYJ/IOTHUYECKHX U FeHeTUYeCKUX

HUCC/IeJOBaHMSIX, TPOBOUMBIX B Poccuiickoni ®eaepanumn:

- Ha (ps1s rpynmbl Arofei)
- Her

(YkasbiBaeTcst HEOOXOJUMBIM OTBET)

(IOJKHOCTB) (moparmick) (¢.n.0.)

« » 20 T. M.IIL

OTMmeTKa 0 IPUHATHUU 3aAAB/ICHUA

ITpunsan

(®UO, [0KHOCTD, TIOATIUCH)

« » 20 . PerucrpauioHHbIi1 Ne




[Tpunoxxenue Ne 2

YTBEPXJEHO
nocraHoBsieHreM [IpaBUTe/bCTBA
Poccurickon ®@eneparyu
oT Ne

ITOJIOXEHUNE
0 MexBeJOMCTBEHHON KOMHCCHH N0 NPUHATHIO PeIllIeHUH 0 nepeaaye
reHeTHYeCKMX AAHHBIX Ye/I0BeKa 3a Npe/je/ibl TepPpUTOPUHA
Poccunickon @epepanum B 111X U C/IydasaX, yCTaHOB/IEHHBIX
cratbamu 13" u 13° ®eaepaibHOro 3aKoHa «O rocyjapCcTBeHHOM
peryJIMpoBaHuM B 00/1aCTH reHHO-UH)XeHePHOH JeATe/IbHOCTH»

1. MexxBe[JoMCTBeHHasi KOMMCCHsI [0 TIDUHATUIO peIlleHud O mepejaue
reHeTUYeCKUX JJaHHbIX ue/ioBeKa 3a rpejiesibl Tepputopun Poccuiickor @efepaiiuu
B L[eJIIX U C/Iydyasx, YCTaHOB/IEHHLIX CTaThsaMu 13' u 13° ®ejepanbHOro 3akoHa
«O roCcylapCTBEHHOM  peryjiupoBaHMM B 00/IaCTU ~ TeHHO-UH)KeHepHOMU
JleATe/IbHOCTU» (/lajiee  COOTBETCTBEHHO — Komuccusi, yCTaHOBJ/IEHHbIe 1ie/id
Y CJly4au) SIB/sIeTCS KOJIJIeTHaibHbIM OPraHOM, CO3/JaHHbIM [1J1sl IPUHSATUS PellleHuN
0 Mepejilaue reHeTUYECKUX JaHHBIX B YCTAHOBJIEHHBIX LE/ISIX U CJIyYasix.

2. Komuccusgs B CBOeM [eATelbHOCTU PYKOBOACTBYeTcss KoHCTUTyLMen
Poccurickont  ®@epepaijuy, (deaepaJbHbIMA  KOHCTUTYL[MOHHBIMHA — 3aKOHAaMM,
(denepanbHBIMKA 3aKOHaMH, HOPMAaTUBHBIMU TIPaBOBBIMM akTaMu I[lpe3uzjeHTa
Poccurickonn ®epepaumu u IlpaButensctBa Poccuiickont depepaliiv, WHBIMU
HODMAaTHMBHBIMM TIPDAaBOBBIMU aKTaMM, a Takke Hacrtosmmm [lonoxxenuem
Y [IeiCTBYeT B paMKax IpeJ0CTaB/IeHHbIX e [TOJTHOMOYMM.

3. OcHOBHbIMK  3aZiauaMd  Komuccur — ABISIFOTCA  pacCMOTpeHHe
Tpe/iCTaB/IeHHbIX OpraHu3alysMu W (QU3MYECKMMU JIMLAaMU  YBeJOM/IeHUM
0 repejiaue reHeTUUECKUX JaHHbBIX YesI0BeKa 3a Ipeziesibl TeppuToprun Poccuiickon
Qenepaiiid B 1lesX MyOnMKaluii HayuHbIX U (WIM) Hay4YHO-TeXHUUECKUX
pe3y/bTaToOB (Jajiee — yBeAOMJIEHWE) W 3asiBIEeHUM O Mepejilaue TeHeTU4eCKHUX
JJaHHBIX ue/ioBeKa 3a mpezenbl Tepputopun Poccuiickon ®epepaiuu (manee —
3asiB/IeHUe) B YCTaHOBJIEHHBIX LIeJIIX U CTyYasix.

4. Komuccus Mpy BbITIOJIHEHWMH BO3/I0KEHHBIX Ha Hee 3a7iay:

a) paccMaTpuBaeT yBelOMJIeHUS, TIPOBOJUT OLIEHKY TO/THOTBI
Y JJOCTOBEPHOCTH YKa3aHHBbIX B HUX CBeJEHUW, COJEpXKAIUXCSi B HUX DPUCKOB

HapylLIeHWM MpaB W 3aKOHHBIX UHTEpPecOoB rpakgaH Poccurickor Penepanuu u



PHUCKOB  [I/Ist Oouonornueckoit Ge3omacHoctu Poccuiickoit Pepepaiyu, B
COOTBETCTBUM C MYHKTOM 6 [TpaBui, yTBep>KIeHHbIX HACTOSILIUM TOCTaHOB/IEHUEM;

0) npyHMMaeT U HarpaB/seT 3asBUTEN0 pellleHWe O HeoOX0AUMOCTU
n0pabOTKM TIpeACTaB/eHHbIX B YBeJOMJEHUW CBeJleHWil, B TOM UHCJIe
ISl yCTpaHeHUsl COZIepXKall[iXCsl B HUX PUCKOB, B TeueHWH 15 pabouux gHel co AHA
MOCTYI/IeHUs1 yBeZiomsieHusi B Komuccuro;

B) paccMaTpvBaeT 3asiBJieHUs, B TOM 4YMCJ/ie TPOBOJUT OLIEHKY TOJHOTEI
Y IOCTOBEPHOCTH yKa3aHHBbIX B HUX CBe/leHUH, Mpe/CTaB/€HHbIX B COOTBETCTBUU
¢ nyHKToM 9 [1paBu, yTBep>K/IeHHbIX HAaCTOSIIIIUM [TIOCTaHOBJIEHUEM, /il TIPUHSITHUS
10 HUM pelleHu O pa3pelleHuM repejaud reHeTUYeCKUX AAHHBIX YesioBeKa 3a
nipefienibl Tepputopun Poccuiickoit ®efepauyu b0 06 O0TKase B pa3pelleHuu
nepejjauy reHeTUUECKHX [JaHHBIX YesloBeKa 3a Tpejiesibl Tepputopun Poccuiickoit
®denepanuy;

I') TIPOBOAUT OLIeHKY PUCKOB [I/isl TIpaB U 3aKOHHBIX MHTEpPeCOB CyObekTa
reHeTUUeCKUX JJaHHBIX U Ouosioruueckoii 6e3omacHoctu Poccuiickoit dejepaiiuy;

[) 3arpalliiBaeT TpU HE0OXOAWMOCTH  [JIOTIOJIHUTe/IbHbIe  MaTepHuasibl
1 uH(hOopMaluio;

OT OpraHOB I'OCyAapCTBEHHOM BJIaCTH;

OT OpraHv3alyi U PU3NUYeCKUX JINL;

OT WCTIOJTHUTEe/bHBIX OpraHoOB BjacTu cyObeKToB Poccuiickoit deneparyy,
OpraHOB MeCTHOT'0 CaMOYTIpaB/IeHUs], 3aMHTePeCOBAaHHBIX OpraHU3allvi;

e) MpYHKMaeT pellleHre O BbiZiaue paspelleHust Ha mepejjadyy reHeTUYecKrux
JAHHBIX UejioBeKa 3a rnpefesibl Poccutickoit @esepaiiuu uiy peliieHre 06 oTKase B
ero BblJjaye;

’K) HampaBJisieT 3asiBUTEJT0 pellleHre O Pa3pellleHuy repefiauul reHeTUUeCKUx
JaHHBIX YesloBeKa 3a Tpe/iesibl TeppuTopuu Poccuiickoit @esepaiiyiu Mbo peliieHne
00 oTKase B pa3pellleHWH TepeJjaud TeHeTUYeCKUX JaHHbIX uesioBeKa 3a Ipejesibl
TeppuTopun Poccutickoit defepaliiy ¢ ykazaHUeM NMPUYMH OTKa3a.

5. CocraB Komwmccuu yrtBepxkgaetcs IIpaButensctBoM — Poccuiickou
denepaLiyu.

6. Komuccusi cocroutr u3 mipefcenarens Komuccuu, 3amectuTesns
npefcenarens Komuccun u uneHoB Komuccuy, B TOM 4UMcC/ie OTBETCTBEHHOTO
cekpetaps Komuccuu.

7. Komuccus (opmupyetcs uU3 mpefctaBuTesield Amnmapara [IpaBuTenbCcTBa
Poccuiickont ~ ®epepatmy, MwuHucTepCcTBa — 3paBoOXpaHeHusi  Poccuiickou

denepaiuy, MuHHCTEpCTBA HayKu U Bbiciiero obpa3oBaHusi Poccuiickoit



®egepaumy, MuHHUCTEpCTBA MHOCTpPaHHBIX Jen  Poccuiickon @Penepaiiuy,
denepaibHOTO  MeIUKO-OMOIOTMUeCcKOro areHTCTBa, PeziepanbHON  CTyKOBI
1Mo HazA30py B cdepe 3aiuThl mnpaB TmotpebuTeneit, demepanbHON CTy>KObI
6e3omacHoctu Poccuiickoit @epepatiiu, defepanbHOM C/Ty>KObI TT0 TEXHUUECKOMY
M SKCIIOPTHOMY KOHTpoit, Poccuickod akaJeMydd HaykK, a Takke
MO/IBEIOMCTBEHHbIX ~ YKa3aHHbIM  OpraHaM  OpraHu3alui, (QezaepanbHOrO
roCyZlapCTBEHHOTO 00pa30BaTe/IbHOTO  yupeXX[ieHus BbICIIero 00pa3oBaHMs
«MOCKOBCKMM TOCYyJapCTBeHHbIM YyHUBepcuTeT wumeHu M.B. JlomoHOCOBa»,
demepanbHOTO TOCY/apCTBEHHOTO 00pa30BaTe/IbHOTO —YUDPEXKIEHUsS] BBICIIIEro
obpazoBaHusi  «CaHKT-IleTepOyprckuii  ToOCy/JapCTBeHHbIH  YHHUBEpPCUTET»,
deaepasbHOTO TOCY/IapCTBEHHOTO OHO/PKeTHOTO yupexkJeHus1 «HaimoHaabHbIM
WCCJIeJ0BaTe/IbCKUM 1[eHTP «Kyp4aTOBCKUM UHCTUTYT».

8. Ilpenceparenem Komuccum sBnsiercsi  3amectutesib  [Ipencenmaresis
[IpaButenbctBa Poccuiickor @efepauuy, KypUPYHOLIWM B  COOTBETCTBUU
C pacripefiesieHreM 00s13aHHOCTeM BOTIPOCHI TOCY/IapCTBEHHOM MOJUTHUKY B 00/1aCTH
3paBOOXPaHeHUS.

9. IIpeacenarens Komuccum:

a) ocylecTB/isieT o0Iiiee pyKOBOJCTBO JesiTe/IbHOCThI0 Komuccuu;

6) mpuHUMaeT pellieHre O TPOBeieHUH 3acelaHuii Komuccuy v omnpejiensieT
dbopmy (ouHasi, B TOM UKCJ/ie C UCTIO/Ib30BaHUEM BH/Ie0-KOH(epeHI[-CBs3H, 3a04UHas)
ero MpOoBe/|eHNS;

B) Ha3HauaeT JlaTy, BpeMsi U MeCTO (B C/yuae MpoBeJieHusI 3ace/laHusl B OUHOU
dbopme) npoBezieHus 3acefiaHuii Komuccuy;

') yTBepKJaeT MOBeCTKY AHS 3acenanus Komuccuuy;

1) mpefcenaTesibCTByeT Ha 3acefaHusix KoMmuccuM YW MOANUCHIBAET
TIPOTOKOJIBI 3acefanuit Komuccuuy;

e) /laeT Mopy4eHwusi 110 Borpocam cdepsl BeJeHUss Komuccuy;

)K) TIpeicTaB/isieT KOMHCCHIO BO B3aMMOOTHOLLIEHUSIX C (eflepasbHbIMU
OpraHaM# MCITOJTHUTEe/TbHOM BJIACTU, UHBIMM OpraHaMH T'OCYJapCTBEHHOU B/IaCTH,
3aMHTepeCcOBaHHbIMU OpPraHU3aLUsMU.

10. 3amectuTenb mnpejcenaTenss Komuccuyd  BbITIOMHSET 00s3aHHOCTU
ripefcenaresnss Komyuccuu B cjiyuae ero OTCyTCTBUSL WU 110 €ro MOPYYeHHIO.

11.Tlpu Heobxomumoctu Komuccusi BripaBe MpUB/AEKaTh JKCTIEPTOB
(5KCIepTHBIE OpraHuU3aLn) JJ1s1 BEITIOJTHEHMS BO3/I0’KEHHBIX Ha Hee 3a7iay.

12. YBemomieHus U 3asiBjieHUs O repeiaue reHeTUYeCKUX JaHHbIX YesloBeKa

B YCTAHOBJIEHHBIX LE/IAX U C/IyUddaX HAIIPABJ/ISAIOTCA B Komuccuro AJId OpraHrv3aljyin



WX PACCMOTPeHHsT U TIPUHATHS pelleHnid o HeobXoguMocTh AopaboTKu
nmyOMKaluii, Bbiflaue pa3pellleHnii Ha repejilauy TeHeTHYeCKuX JaHHbIX UesioBeKa B
yCTaHOBJIEHHBIX 11eJIIX M C/Tydasix 11M00 06 0TKa3e B UX Bbijjaye.

13. OTBeTCTBeHHbIN cekpeTapb KoMuccuu:

a) obecrieurBaeT MO/TOTOBKY YBeJOM/IEHUN 1 3asiBJIEHHH [IJ1T PACCMOTPEeHUS
Ha 3acefiaHu Komuccuy;

6) uadopmupyet wieHoB Komuccuu o rpuHSATOM mipejicefiaTesieM Komuccuu
pellieHWA O TIpOBe/leHUU 3acefiaHuii Komuccuu u ¢dopme ero TmpoBejieHUs
He TI03/iHee ueM 3a 5 paboumx AiHel [0 JHS WX TIPOBeeHNS;

B) ohopm/IsieT TIPOTOKOJ/bI 3acefjaHus Komuccuu, a Takxke ogopmiseT
W TO/INMChIBAeT paspellleHrsi Ha T[epejauy TeHeTUUeCKUX JaHHBIX uejioBeKa
U pelleHWss 00 OTKas3e B €ro BblJaue B COOTBETCTBUM C MPOTOKOJOM 3acefaHus
Komuccun, obecrieurBaeT Ux pacChlIKy 3aMHTepeCOBAaHHBIM JIULIAM;

) BBITIOJIHSET WHbIe TMOpyuyeHusi mpezcenarenss Komwuccuu, cCBsi3aHHbIe
c obecrieueHrEM ee JleITe/IbHOCTH.

14. OpraHu3aiiOHHO-TeXHUYEeCKOe, MEeTOAUUYeCKOe W HHOe obecrieueHre
nesitesibHOCTU Komuccuu ocyiijectrsieTcss deepasbHbIM MeTUKO-0M0IOTMueCKUM
areHTCTBOM, KOTOpOe OpraHu3yeT MOATr0TOBKY 3ace/jaHui KoMmuccuu, B TOM UucIie:

a) obecrieuriBaeT TOJTOTOBKY TIpoeKTa TIulaHa paboTel  Kommuccuu
Ha O4epe/IHOM r'ofi, MPOeKTa MOBeCTKU JIHS 3acenaHust Komuccuuy;

6) obecrneuriBaeT HH(GOpMHUPOBaHUe ueHOB Komuccuu o hopme, aTe, MecTe
Y BpeMeHU TIPOBe/IeHUs 3ace/laHuH, a TakKXKe O BOMPOCaX, BKIFOUEHHBIX B TTIOBECTKY
nHs1 3acenanus Komuccny;

B) o0OecrieuriBaeT pacChIIKy MaTepuaqoB K 3acefiaHusM  Komuccuu
Y IpoeKTOB petiieHnii Komuccuu uneHam Komuccny He mo3gHee yeM 3a 3 pabounx
[IHS1 710 ee TIPOBe/IeHUS;

I) To/lyyaeT WHble MaTepHasbl, He06X0AUMbIe sl TIOJTOTOBKM 3acefjaHus
Komuccuu, a Takxke /i1 HalpaB/leHUs B OpraHbl TOCY/IapCTBEHHON B/acTU
Y 3aMHTepeCcOBaHHbIe OpPraHU3alluy;

[l) OCYILIeCTB/ISIET MOHWUTOPUHI  peajiM3alliM  BbIJaHHBIX pa3pelleHUi
Ha Tiepe/lauy TeHeTUYeCKUX JMJaHHBIX B YCTAHOBJ/IEHHBIX 1Ie/IIX M C/Iydasx
Y HampaBJisieT MoyueHHY10 UHGOPMalUio OTBEeTCTBEHHOMY ceKpeTapto Komuccuu.

15. Ynenst Komuccum:

a) yUacCTBYIOT B 3acefiaHusx Komuccuu 6e3 mipaBa JjesierupoBaHus;

6) o6/aziatoT paBHBLIMU TIpaBaMH TIpH  0OCY)XKIEHMM pacCMaTpHBaeMbIX

Ha 3aCelaHUH Komuccuu BOIIPOCOB MW OCYIIECTB/IAKOT CBOIO [JOeATEJIbHOCTb



Ha 6e3B03Me3/JHOM OCHOBE;

B) B C/Iyyae CBOEro HecOrJiacUsi C pelleHUsiMU, MPUHATBIMA Ha 3acefjaHuu
Komuccuy, uMeroT MpaBO TMpeJCTaBUTh 0CO00e MHeHHe, KOTOPOe TIOJIEXUT
BKJ/IFOUEHUIO B MPOTOKOJI 3acefanusi Komuccuy;

I') UMEIOT MpaBO 00paTUThCS K Tipejcezarento Komuccuu 1o BOMpOCaM
JedaTebHOCTU KoMuccuu myTeM Harpas/ieHUs1 COOTBeTCTBYHOLLero M1uchbMa.

16. 3acemanuss Kommccum — mipoBogdaTrcss € wieHamu — Komwuccuu
Y TpUI/allleHHbIMU y4YaCTHUKaMHU 3acefaHuss KoMuccuM B OUHOW, B TOM UMCJIe
C WCIMOJIb30BaHUEM BH/[Ie0-KOH(EepPeHII-CBsI3W, WM 3a04yHoW (opme TI0 Mepe
HeoOXO0JMMOCTH, HO He pexke 1 pa3a B Mecsl], B C/lydae TOCTYIIIeHUsI yBeOM/IeHUi
u 3asBieHud. [lo peleHuto npencenaresss KoMuccuM MOTYT TIPOBOAUTHLCS ee
BHeouepe/Hble 3ace/jaHusl.

17. B ciiyuyae HeBO3MOXXHOCTU TMPUHATH yyacTuhe B 3acenaHuu Komuccuwy,
MPOBOJVMMOM B OYHOUW (opme, useHbl KomMucCcHM HMEIOT TpaBO M3J/I0XKUTh
B MUCbMEHHOW (opMe CBOe MHEHWe [0 BOIMpOCaM IIOBECTKU [IHS 3ace/laHUs
Komuccun u He Tio3iHee 2 paboumx AHeH /10 JHs 3acefjaHus Komuccruy HalipaBUTh
yKa3aHHOe MHeHHe OTBeTCTBEHHOMY cekpeTtapto Komuccum.

[TuceMeHHOe MHeHVe OTCYTCTBYIOLIero ujieHa KoMmuccuu paccmaTpyBaeTcs
Ha 3acefaHud Komuccuu u TipvoOITjaeTcss K TMPOTOKOJY 3acefaHusi Komwuccun
B KaueCTBe ero HeOThbeM/IeEMOU YaCTH.

[IucbMeHHOe MHeHHe OTCYTCTBYIOLIEro ujieHa KOMMCCHUU YuWThIBAeTCs
Ipyd  OIpeje/leHU KBOpymMa U  MOJABeJEeHUM  UTOrOB  TOJIOCOBAHUSA
10 COOTBETCTBYKOILEMY BOMNPOCY TIOBEeCTKM [JHA 3acenaHuss Komwccuu,
eC/lM TIOCTaB/IeHHOe Ha TO0JIOCOBaHWe pelleHue, OTpa)KeHHOe B IMCbMEHHOM
MHEHHH, He ObIJI0 U3MEHEHO B XO7Ie er0 00CY»K/IeHHSI.

18. Unensl Komuccuu, yyacTByrolye B 3aceflaHiu Komuccuu mocpescTBom
BU/IE0-KOH(PEPEHI[-CBSI3H, CUUTAKOTCSd  TPUCYTCTBYIOIIMMH Ha  3acelaHUM
Komuccum.

19. 3aouHoe rosiocOBaHMe KoOMHCCHU TIPOBOUTCS IIyTeM Harpas/eHUs
OTBETCTBEHHOMY CeKpeTapro Komuccuu He Mo3jHee [Hs IPOBeJeHUs 3ace[aHus
Komuccuu B 3a0uHoit popMe uneHamu KoMuccum 3arofiHEHHBIX UMM OTMPOCHBIX
JTUCTOB, TIPe/IOCTaB/IeHHBIX UM DeepasTbHBIM MeTUKO-010I0rMueCKUM areHTCTBOM
He TI037jHee ueM 3a 5 pabounx gHeti 1o AHA 3aceqanus Komuccum.

20. ITpencraByieHve ujieHaMu KOMUCCHMU 3ario/IHEHHBIX OIPOCHBIX JIUCTOB
OCYIIeCTB/IsIeTCS JII0ObIM criocoboM, obecrieurBaroIUM UX MOyUeHre 1o ajipecy,

YKd3dHHOMY B OITPOCHOM JINCTE.



21. OnpoCHBIM ~ JTMCT  YYUTBHIBAeTCd TIpU  OMNpeZesieHuH  KBOpyMa
¥ TIpU [OJACYeTe TOJ0COB TII0 BOMNPOCY, BbIHECEHHOMY Ha TI0JIOCOBaHUe,
npu COOJTIOIeHUH C/IeIVIOLIUX yC/IOBUIA:

a) OTMPOCHBIM JIMCT NOCTYMWI MO afipecy, YKa3aHHOMY B OIPOCHOM JIUCTE;

0) OTIPOCHBIH JIUCT TIOCTYITA/I B CPOK, YKa3aHHBIM B OIIPOCHOM JIHCTE;

B) wieHoM Komuccun B ONMPOCHOM JIMCTe OTMEYeH TOJBKO OJUH
13 BO3MOXXHBIX BApUAHTOB I'OJI0COBaHUS;

I') OMPOCHBIN JINCT NO/IKCAH JIMUHO YieHoM Komuccum.

22. 3acepanve Komuccuu cuvrtaeTcsi IIpaBOMOYHBIM, €C/IM B HeM MPUHSIIU
yuacTve He MeHee /IByX TpeTei o01ilero KouuecTBa uieHoB Komuccum.

23. Pemmenusi KoMuccruy TPUHUMAOTCS MPOCTHIM OOMBIIIMHCTBOM T'OJIOCOB
ysieHOB Komuccuy, NpUHABLLIMX yyacTue B 3acefanuy Komuccuu.

24.1Ipu paBeHCTBe T0JIOCOB peLIANIMM SBJIIeTCA T[OJIOC Mpezcefare’is
Komuccuu (Mnm ero 3amectvTensi B cy4dae OTCyTCTBUS Tipefcenarens Komuccun).

25. Pesynbratel  3acesanvus  Komuccun  oOpMIIAIOTCS  TIPOTOKOJIOM,
CcoZlep’Kall[dM TPUHSITbIE peIleHus], KOTOPbIM TOANUCHIBAETCS MpejceaaTeieM
Komwuccuu (wnm ero 3amectutesiem B Clly4yae OTCYTCTBUS nipefcenatens Komuccnn)
He T037Hee ueM dYepe3 5 paboumx [AHel Toc/ie [AHsS TIPOBe/leHUsl 3acelaHuUs
Komuccum.

26. IIpotokon 3ace/jaHus Komuccumn SABJISIETCS OCHOBaHUEM
[/IS1 BbIZJau¥ paspelleHus O pa3pelleHnu fepejadyu reHeTUYeCKUX JaHHbIX uejioBeKa
3a mipezensl Tepputopumn Poccuiickor ®depepani B YCTAaHOBJIEHHBIX LesIX U
cyyasix 0o perieHst 00 0TKa3e B pa3pellieHuH repe/jaul reHeTHUeCKUX JaHHbIX

yesiOBeKa 3a TipeJiesibl TeppuTopun Poccuiickoii ®eepariyu.



