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1. OBIIHE MMOJIOKEHUSA

1.1. bnarorBoputensHas mnporpamma @onna «l'enerHuyeckuHe ucc/el0BaAHUSA
151 eTeli ¢ MOJ03peHHEeM HA HacjeJCTBEHHbIE 3a00/eBaHHs, HX pOIHTeei, OHH
UM 002 U3 KOTOPBIX ABJAIOTeH yyacTHHKaMu CnenunaibHOi BOCHHOH onepauuu, U
APYrHX POJACTBEHHHKOB HMEHWIIHX 0HOTOTHYEeCKOe POACTBO ¢ pedeHKOM» (manee —
ITporpamma) pa3paboTaHa W yTBEp¥kJi€HAa B COOTBETCTBHH C [ paykIaHCKHM KOIEKCOM
Poccuiickoit @enepanuu, @enepanbHeiM 3aKkoHOM 0T 12 sHBaps 1996 roma Ne 7-@3
«O HekoMMepUYeCKUX OpraHuszanusax», OeaepanbHbM 3akoHOM 0T 11 aBrycra 1995 rona
Ne 135-®3 «O 61aroTBOpUTENBHOM NEITETFHOCTH B JOOPOBOIBYECTBE (BOJOHTEPCTBE)»,
HMHBIMH 3aKOHOJATeIFHBIMH HOPMAaTUBHEIMHU ITPaBOBEIME akTamu Poccuiickoii @enepariu
u YcraBoMm @oHpa.

1.2. IIporpaMMma ompenenseT LeNH, MEPONPHITHS, OXHUIAEMBble pe3yJbTaThl,
KpuTtepun otbopa Onaromosydarenei, MeXaHM3M ¥ CpPOK peajH3allid, IOPSIOK
(GopMHpOBaHKs CMETBL, MOPAIOK IPEIOCTABICHUS OTYETHOCTH O pealn3aliui IPOrPaMMEL.

2. TEPMMUHBI U OITPEAEJEHUSA
Yuactauk CnenunaibHoil BoeHHoH omepanuu (CBO) — nuio, npuHUMAaBIIee HIH
MpUHUMaloIee yyacTie B 00eBbIx neiicTBusiX B 30He CBO, moaTBepamBIIee CBOM CTaTyC
JOKYMEHTAIBHO B COOTBETCTBHH C 3aKOHOJIaTeNbcTBOM Poccuiickoit Denepaliiui.

3. HOEJA, MEPOITPUSATHUSA U
OXHUIJAEMBIE PE3YJIBTATHI IPOI'PAMMBI

3.1. Heasimu IlporpaMmMbI ABJISIIOTCSA:

e OKazaHHe OIaroTBOPHUTENHHOI NOMOINM B OpTaHW3ALWK W (WMIIH) NPOBEICHUU
TEHETHYECKHUX HCCIENOBaHUN JeTAM C IIOJO3peHHeM Ha HacleICTBEHHBIE
3a00JeBaHys, a TaKKe IPU HAJIMYUN MEIUIIMHCKUX MTOKA3aHUN WX POIHUTEISIM,
OIWH WX 00a U3 KOTOPBIX ABISIOTCS yuacTHUKaMud CBO, M poACTBeHHUKAM,
UMEIOIMNUM OHOIOTMYECKOe POACTBO ¢ pedeHKoM, U oOcie0BaHHe KOTOPHIX
HE00X0IMMO IS yCTaHOBIIEHUS AUarHo3a;

* COJCHCTBHE MOBBIILIECHUIO JOCTYIHOCTH BBICOKOTEXHOJOTHUYHOM MeHETHIECKOH
IUarHOCTUKU HaCJIeICTBEHHBIX 3a00lleBaHUN y JOeTel ¢ MOAO3peHHEeM Ha
HacJleICTBeHHEBIE 3a00JIeBaHN, a TAKXKe TPH HATTHYUH METHIIHHCKUX ITOKa3aHHH
y MX poAMTeneH, OOUH MIu 00a U3 KOTOPHIX SBIAIOTCS ydacTHukamu CBO, u
POLCTBEHHUKOB, HMEIOIIMX OHOIIOTHYECKOe pOACTBO ¢ pebeHKoM, st
OompefeleHNs  TaKTHUKA  JiedeHWss  geTed  (NIATOrEHETHYECKOIO0  H
CHMIITOMAaTH4YeCKOro) M pa3paboTKM [Ans pomuTeNedl TpU  HAIUYUU
MEJIULUHCKUX II0Ka3aHUU MEepCOHATM3UPOBAHHBIX MPOrpaMM MTPOGUIAKTHKH
BBEISIBIIEHHBIX I€HETUYECKUX PUCKOB C LIENBI0 POXKISHUS 3MOPOBBIX IETEH;

e QopMupoBaHHME TeHETHYECKOH H (QeHOTHNHUecKOH O0a3bl JaHHBIX MeTel,
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OONMBHBIX OpGhaHHBIME 3a00TEBAHUAMM, C WCIOJIb30BAHHEM IaT(GOPMEI
«Iudporoit peroTHm».

3.2. B pamkax IIporpaMmmel nog oxkazanuem «0/1aroTBOPHUTEIBLHON MOMOIIH

B OpraHH3allid H MPOBEA€HHH TeHeTHYECKHX HceaegoBaHui I'eHeTHueckue

HCCIIeIOBAHMSL /ISl /leTeH ¢ NMOJO3peHHeM Ha HAC/IeJCTBEHHbIe 3a00/eBaHHs, HX
poauTesel, OOHH MJH 002 H3 KOTOPBIX SIBJSIIOTCS yyactaukamu CBO, nu
POACTBEHHHUKOB, MMEIOIIUX OHOJOrHYEeCKOe POACTBO ¢ pebeHKOM», MOHMMAaeTCs
npeaocTaB/ieHde 01aroTBOPHTENLHON HOMOIIIH T0:

3.3.

OpraHu3anii ¥ IPOBEJCHUIO TE€HETHYECKUX HCCIENOBAaHUIM, B TOM YHCIIe
TIOITHOrCHOMHOMY CEKBEHMPOBAHHIO, CCKBEHHMPOBAaHMIO IO Meroxy CoaHrepa,
XPOMOCOMHOMY ~MHKpOMaTpU4HOMY aHamusy (XMA), ¢moopecneHTHOM
rubpuausanuy in situ (FISH) 1 KapHOTHIHPOBaHHO;
TIPOBENICHUIO PEATECTOBON U TIOCIETECTOBOM KOHCY IbTAIMI Bpaya-reHeTHKA i
paspaboTke JuIs pojuTeneit Ipd HAIMYHUH MEIUIUHCKUX IIOKa3aHHIL
[IepCOHATU3UPOBAHHBIX ITPOTPAMM NPOPUIAKTHKH BEIIBIEHHBIX T€HETHYECKITX
PHCKOB C LEIIBIO POXKIECHHS Y HUX 3[IOPOBBIX JETEi;
OpraHH3alliM M IIPOBEJICHHIO IIPU HATHYMKM MEIULMHCKUX TMOKa3aHW
KOHCYJIbTAllMK BPa4a-pPerIpoayKTOJIOTa C LENbI0 MPOMUIAKTUKY FeHETHYECKHIX
PHCKOB NPH INIAHUPOBAHUH POXKIEHHS pebeHKa;
OCYIIECTBIICHHIO COBMECTHO ¢ MEJMUUHCKAMH OPraHU3alUsIMA MOHHTOPHHTA
peall3aliy MEPCOHATU3NPOBAHHEIX IIPOrPAMM TTPODUIAKTUKH.

Aasi  mocrmxenusi memeii  Ilporpammbr  ®omp OCyLIeCTBJISET

CICAYOLIHEe MEpPONPHATHSA:

HH(popMHUpoBanue o ITporpaMMe meneBbIX Myl 3asBHUTeNeH, METHIIHHCKAX 1

(ni) HayYHBIX OpTaHU3AIMH ¥ MHBIX JIHIL,

paccMoTpenue 3asBICHUH O TIPeOCTaBICHUH OJIarOTBOPHTENBHON TOMOIIH

otbop braromnonyuarenei;

OpraHu3alus OKa3aHUs OJar0TBOPHUTENBHOM TOMOIIH Braromonydarernsimy;

B3aMMOJISHCTBUE C MEIUITMHCKUMY ¥ (UJIX) HAYYHBIMU OPTaHH3ALUSMHA B LENISIX

IIPOBENICHHUS TEHETHIECKHUX HCCIICIOBAHUH, a TaK)Ke ¢ WHBIMH OpraHU3allisIMy,

OKa3BIBAIOIIUMH YCITyTH, BBINONHSAOMAME PAbOTEl M (HJIH) pealn3yIOIIHMH

TIPOAYKIMIO, KOTOPBIE HEOOXOOUMBI i MOCTHXKeHHS DOoHIOM Iefeit

IIporpammer;

MH(QOPMHpOBaHHE OOIIECTBEHHOCTH O cHope IIOKEPTBOBaHUH B  IIeIX

peanu3anuu [IporpaMMmer;

npueneveHue brarorsopurenei, oprammsaunus c6opa 6IaroTBOPUTENHHBIX

B3HOCOB ¥ TIOXKEGPTBOBAHHMW, HX aKKyMyJIHPOBaHME H pPACXOJOBAHUE B

COOTBETCTBUH C MEXaHW3MOM peanu3aiuu [IporpamMMer;

Pa3sBUTHE HAy4HBIX HCCIENOBAHUM B cdepe TI'€HETHYECKOH JHMArHOCTHKU
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HACJIe/ICTBEHHBIX 3a00JIeBaHUM;

e TIOAAEpXkKa pa3pabOoTKH W BHEAPEHHS MHHOBALMOHHBIX TEXHOJIOTHH B cdepe
TeHeTUYIECKOM TUarHOCTUKU HACJIEeICTBEHHBIX 3a00JIeBaHuii;

e TIpUBJICHEHHE NJOOPOBOJIBIIEB (BOJIOHTEPOB) B IeJIX peanu3aruu [[porpaMMer, B
TOM YHCIIe JUISl yUYacTHsl B MEPOIIPUATHSX, CBSI3aHHEIX C €€ pealu3aluei.

3.4. Osxugaembie pe3yabTaThl IIporpamMmer:

*  crnocoOCTBOBaHME UATHOCTHKE TeHETHIEeCKH OO0YCIOBIEHHBIX 3a00JeBaHUM Y
IeTel, a TaKKe NpH HAIWYMKA MEIVLIHWHCKUX TTOKa3aHWH Y MX POAMTENEH, OJUH
unu o0a U3 KOTOPBIX ABIAIOTCS ydacTHuKaMu CBO, 1 IpyTuX poICTBEHHUKOB,
UMEIOIHX OMOIOTHYECKOe POJICTBO ¢ PeOEHKOM;

* CHIXKeHHe OpeMeHM HacleICTBeHHBIX 3a00iieBaHuii HA OCHOBE IMPOMHIAKTHKH
FEHETHYECKUX PHCKOB.

4. KPUTEPHWM OTBOPA BJIATOIIOJIYYATEJIEN
AJIs1 YHACTHUSA B ITIPOT'PAMME

4.1. [etu ¢ mono3peHHMEM Ha HacleJCTBeHHOe 3aboieBaHuWe, a TakKKe IIPH
HaJIMYUH MEIULMHCKUX IOKa3aHUH UX POAUTENH, OOWH WK 00a W3 KOTOPHIX SBIISIOTCA
yuacTHukamu CBO, ¥ fApyrue poJCTBEHHHKH, MMEIOIIHe OMOIOTHYECKOE POJICTBO
¢ peOeHKOM (TIepBOIi UK BTOPO# CTENEHH POICTRA).

4.2. Jlna ydactusa B Ilporpamme HEOOXOOMMO MpPEJOCTABUTEL 3asBIIEHHE O
MIPEeIOCTAaBIIEHUH OJIaroTBOPUTENIHHOHN ITOMOIIH B ycTaHOBIeHHO#R hopMe u Cornacue Ha
00pabOTKy IepCOHANBHBIX NaHHBIX, KOIHH [OKYMEHTOB, ITOITBEPIKIAIOIIUX CTATYC
yuactHrka CBO B cooTBeTcTBHH ¢ 3aK0HOHaTensCTBOM Poccuiickoii @eepalinu, a TakKe
KOIIMK MEQUIMHCKUX NOKYMEHTOB, COJEPXKALLIKUX PEKOMEHIAIIUI0 Bpava T10 MPOBEICHUIO
TEeHETHYECKOT0 UCCIIEeIOBAHMUS.

3. MEXAHW3M PEA/IN3AIIAA TPOTPAMMBI

5.1. OrtHowmenus ¢ BirarorsopureisiMu 4 100pOBOJIbIIAMH

5.1.1. ®onp obecnieunBaeT JOCTYIIHBIMU €My CIIOCOOAMU JOBEIEHHUE JO CBEIEHMUS
HEOIIpeIeICHHOr0 Kpyra JHI[ MHGOpMalUH O peanusalud [IporpaMMel, ee Ielnei,
IIPOBOAMMBIX MEPOIIPHATHAX, a TAKXKE O peKBU3UTaX OaHKoBcKoro cueta @onma ams coopa
01aroTBOPHUTEIBHBIX B3HOCOB U MOXKEPTBOBAHHIA B paMKax [ [porpaMMEL.

5.1.2. Ilepeiaua 1NOXXEPTBOBaHHS MMM OOEN[aHWE TIOXKEPTBOBAHMSA B ILIEIAX
peanusanyu [IporpaMMel perynupyercs AeHCTBYIOIIMM 3aKOHOMATEIBCTBOM (BKIIFOYAs,
HO HEe OTpaHHYIHBasACh, CT. 582 I'paknanckoro xonekca Poccuiickoit @enepariun).

5.13. B  caydasx, TIpeAycMOTPEHHBIX  3aKOHOJATENLCTBOM  PoccHiicKo#
@enepaly, NOKEPTBOBAHKE OCYIIIECTBISIETCSI HA OCHOBAHHUHM JOT0BOPA II0KEPTBOBAHMS,
3aKIF0YE€HHOr0 Mex 1y bnarorsoputenem u @oHmoM. B ocranbHBIX Cllydasix, JOTOBOP
IOXKEPTBOBAaHMUA MOMKET OBITh 3aKIIOUYeH B IHUCBMEHHON (opMe II0 HHUIMATHBE
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brarotBoputens u (nmn) @onpa, a TaKKe IOKEPTBOBAHUE MOXKET OBITH COBEPINEHO ITyTEM
baKTHIECKOTO TepeyrcClieHnsa U (MId) Nepeladn MOKepTBOBaHUs B OJb3y DoHma Juis
nene IIporpamMmel ¥ opranuzanuy paboTel @oHIA B OTCYTCTBHE TUCEMEHHOTO IOTOBOPA
IIO’KEPTBOBAHMS, 3aKIFOUEHHOT0 MexX Ty brarorsoputenem u @oHmOM.

5.1.4. IloxepTBoBanue bnaroTBopHUTeNs CcUMTaeTCs IMpenHa3HAYEHHBIM IS
peanmuzanuu Hacroser IIporpamMMbl, ecnu HEpeBO] WM Iepefada IOKepTBOBAHUS
CONPOBOXKIAETCS  yKa3aHWeM Ha Ha3BaHue [Iporpammer (yka3aTh Ha3BaHHE
cootBercTByMOIIel [Iporpammer). OcyiecTBienue braroTBopuTeneM IOKepTBOBAaHHS,
[IpeiHa3HayeHHoro [ peanusauuud lIporpammelr, o3Hawaer, uto bmarorBopurens
o3HakoMuIIcA ¢ [IporpaMMoi U coryiaceH C ee IONOXKEeHUSIMH. Takke 3TO 03HaJyaeT, uTo
LEJICBBIM HA3HAYEHUEM CJICJIaHHOTO IIOKEPTBOBAaHHUS SBIFETCS €ro PacXOJOBaHHUE Ha
0JIarOTBOPUTEIBHYIO JeSTeIEHOCTh B COOTBETCTBHUH C IeJIAMHU [ IporpaMMBl, eciii HHOe He
OyZeT  yCTaHOBIEHO  JIOTOBOPOM  IIOXKEPTBOBAHMS,  3aKIIOYEHHBIM  MEXIY
bnarorBoputenem u @oHIOM.

5.1.5. IlporpaMMa He oOrpaHWYMBaeT IMpPaBO bIaroTBOPUTENS IIPEIOCTABUTH
noxepreoBaHie @OOHAY € LENeBBIM Ha3HAauCHHEM Ha OCHOBAaHWU OTAEIBHOTO
JIOTOBOPA MOKEPTBOBAHUS.

5.1.6. JIna peanuzaumu [Iporpammsl PoHI MOXKET NPHUBIEKaTh TOOPOBOIEIEB.
HoOpoBoIbIBI MOTYT OBITH IIPUBJIEYEHBI B TOM HHUCIE IMyTEM 3aKIIOYECHHS I0roBopa
MexIy noopoBomnsiieM 1 @ornoM. [Ipeaverom Takoro rpaxaaHCcKo-IPaBoBOro J0roBopa
ABJIAIOTCS. O€3BO3ME3HOE BHINOIHEHUE NOOPOBOIbIeM paboT U (M) OKa3aHUe YCIyr B
pamkax 0JaroTBOPUTENBHON AeITeIEHOCTH.

5.2. Paccmorpenne 3asiBjleHHii 0 NpeAoCTABJEHHH O0/1aroTBOPHTEIbLHOM
MOMOIIH H 0TOOP MOTeHIHAJBHBIX baaronoayuareseii

5.2.1. OcHOBaHMEM WHHITHAIUA PACCMOTPEHHsI BOMPOCA O MPEAOCTABIECHUH
ON1aroTBOPUTENHHOM TTOMOIIM ABIsSeTCS oOpainenue 3assurens B QoH ¢ 3asBIeHHEM O
NPEAOCTaBIEHUH 01aroTBOpUTENbHOM oMo (manee — 3asBienue) u Coriacuem Ha
00paboTKy nepcoHanbHbIX AaHHBIX (nanee — Cormacue).

5.2.2. 3agBuTeneM SBIAETCA POJUTENb WM 3aKOHHEIH MPEICTAaBUTENh pebeHKa ¢
IIOJIO3PEHHEM Ha HACIEJCTBEHHOE 3a0ojeBaHKMe, KOTOPOMY HEOOXOTUMO MpOBeIcHHE
TeHEeTHYECKUX UCCIEN0BAHUMN JUIsl YCTAHOBJICHHUS JHArHO3a.

5.2.3. bnaronomny4arenem sBisieTcsl peOSHOK C MOOO3PEHHEM HA HACIIENCTBEHHOE
3a0oneBaHre, KOTOPOMY HEOOXOAMMO NpOBEIeHHe TEHETHUYECKHX HCCIIENOBAHKHI s
YCTaHOBJIEHHA AnarHo3a. [Ipy Halmuyuu MeJUUMHCKUX TTOKa3aHWH, OJIaromonyvareasMu
MOTYT SBJATBCA TaKke pOOUTENH pedeHKa ¢ IOJ03PEHHEM HA HACJIEACTBEHHOE
3aboneBaHKe, a TakkKe APYTHe POACTBEHHHKH, WMEIOIIHE OHOJOTHYECKOE POACTBO C
peOeHKOM, eclIM IIpOBeleHHe TIeHEeTHYEeCKHX HCCIeNOBaHUM HeoOXOmUMO  [ms
YCTaHOBJIEHUS AMATHO3A.

5.2.4. Ilonnucanneie 3asButeneMm 3asernenue (I[Ipunokenne Ne 1) um Cornacue
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(ITpunoxenue No 2), a Taxke KOMHMH JOKYMEHTOB, HEOOXOIMMBIX IS paccMoOTpeHHS
BoIIpoca 0 BKmodyeHuH 3assutens B [IporpamMmy manpasistores B8 OHS 0 371eKTPOHHOM
noute expert@fondgenom.ru ¥ (M1H) MOYTOBEIM OTIpPaBIEHHEM HA OYTOBBIM aapec
Donpa, mubdo nepegarorcs B oHp TUYHO.

* KOs CBHUJIETENBCTBA O POXKICHUH pedeHKa Mubo Komus macmopra (s netei,
JOCTHTIIMX Bo3pacTa 14 jeT, npu HaTHYUHK);

* KONHH NaclOpPTOB POAUTETIEH HIIH 3aKOHHEIX TIPEICTaBHTENEl;

* KONMU NOKYMEHTOB, TMOATBEPKIAMOLIMX OINEKy MM IIOINEYHUTENLCTBO (eCciH
POIUTENH THIIEHBI POAUTENBCKHIX ITPaB);

* KOIMH JOKYMEHTOB OZHOTO Wl 0DOMX POIUTENeH, IOATBEPKIAIONIMX CTATYC
y4acTHHKA CBO B COOTBETCTBHHU c 3aKOHOJATEIbCTBOM
Poccuiickoit @enepaiiuy;

* KONMH MEIULUUHCKAX NOKYMEHTOB, COJEP)KAlIMX DPEKOMEHIAIMIO Bpaya II0
IPOBEICHHIO TEHETHYECKOTO0 UCCIEN0BaHus (TIPOTOKOI KOHCYIBTALMK Bpada/
Bpaia-TeHeTHKa, MEIUIIMHCKOE 3aKIIOUCHNUE, BHITHCKA U3 MEIMIIHHCKON KapThl
CTal[MOHAPHOTO OOJIBHOIO WM HHON MEIUIUHCKUI JOKYMEHT);

* KONWH JIOKYMCHTOB (IIpH HAIH4KH), COACPIKALINX Pe3yIbTaThl IPOBEICHHBIX
paHee reHeTUYECKUX MCCIIeI0OBaHMM, a TAKKe MHBIX JOKYMEHTOB, KOTOPEIE, II0
MHEHHIO 3asBUTEN, HEOOXOIUMBI JIJIs HarrpasjieHus B @oH.

5.2.5.52.3. @oHA OCYIIECTBISIET TIPOBEPKY IPABHILHOCTH O(GOPMICHHS |
TIOJIHOTBI TIPEJICTAB/IEHHBIX TOKYMEHTOB M HAIIPaBIIAeT WX B DKCIEPTHHIM coBeT DoHma
AJIsL paCCMOTPEHHSI BOTIPOCa O BKIIOYeHUH 3asButens B [Iporpammy.

5.2.6. Pemenne JkcreptHOro coera MoHAa 0 BKIIOYEHHH MM O HEBKIIOYSHUH
3agsurens B [Iporpammy odopmiisercss MPOTOKONIOM 3acemaHust OKCIepTHOTO COBETA
Qoxpa. @onx uHGOpMEpYeT 3adBUTENS O MPUHATOM DKCIEPTHEIM coBeToM MoHma
PEILIeHNH, UCIIOIb3Y I KOHTAKTHBIE NaHHbIe, YKa3aHHEIE B 3asBICHIH.

5.2.7. Pemenne OkcneprHOoro cosera MOHAAa O HEBKIIOUCHHHM 3asBUTENS B
IlporpaMMy MoXeT OBITH MPHHSATO B CIydYasX, KOTOa 3asBHUTENh HE COOTBETCTBYET
KpUTEepUAM BKItoueHus B [Iporpammy (1. 4.1, 4.2, 5.2.1, 5.2.2), B ciiyuae HECOOTBETCTBHSI
MH(OPMAIMK, H3JI0KEHHOM B 3asBIEHWH, PealbHBIM OGCTOSTEIBCTBAM, a4 TAKKe eCiH
NIPEACTaBIIEHHBIE CBENCHUS HECYT 3aBelIOMO JIOKHYH HH(popmaimoo. Kpome ToroO,
OKCIepTHBIH coBeT MDOHI BIpaBe BEIHECTH pENICHHE O HEBKIIOUCHHH 3asBHTENS B
IIporpammy, ecim Ha MOMEHT HOauX 3asBICHHS OOIIeH CyMMbI OCTYILICHAH 115t Tefei
peamusanuy IIporpaMMbl HEOCTATOYHO IS IPEOCTABIEHHS OJarOTBOPHTEIBHOMN
IIOMOIIH, TIPeTyCMOTPEHHOM HacTosmel [IporpaMmel.

5.2.8. B Oco0bIX ciy4asx pelleHHe O BKIIOUEHHH 3asBUTENS B IIporpaMmy
npuaumMaercs Cosetom @onpma mo mpencraBneHwro aupektopa ®onma. K OcobbiM
cydasM B pamkax [Iporpammer oTHOCSTCS:

* paccMoTpeHHe 3asBIIEHUS IIPU IOBTOPHOM OOpAIEHHWH 3asBUTEN B CIyYasX,
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€CJIH [IPY TIEPBUIHOM PacCMOTpeHuH 3asBieHHs DKCIepTHEIM coBeToM Dorma
[PUHATO PeIlIeHHe O HEBKIIIOUEHHUH ero B [Iporpammy;

© CJlydad,  Korza  COIIACHO  MaTepuanaM  3asBIeHMS, IPOBEJCHHE
COOTBETCTBYIOIINX I'€HETHYSCKHUX MCCIICNOBAaHWUN HE TepIUT OTIATATENhCTB B
CBS3M C MEMMLIMHCKAMHU U UHBIMH [IOKA3aHHMSIMH.

5.2.9. Pemenue Copeta ®oHEa 0 BKIOYEHWH 3agBUTENS B [Iporpammy
odopmiIseTcss MHCBMEHHO B BHAE IPOTOKONA, 34 NIOANKCEIO  IIpencearells u
CeKpeTaps 3acelaHus.

5:2.10. Qonpn uH(OpMHpyeT 3asBUTeINs, UCTIONB3YsI KOHTaKTHHIE IaHHbIE,
yKa3aHHbIE B 3asBJI€HUH, O PHHATOM PEIICHHH O BKIIOUSHHH B [Iporpammy, a Taxxe o
AANbHEHITIX NCHCTBUAX 3asABHUTEIS, B TOM YHCIE O HANPABICHUH 00pa3moB KpoBH I
IIPOBEJICHUS TEHETUIECKHUX HCCIIEIOBAHMI,

5.2.11. ®axtom mojaun 3asABIEHUS O NPENOCTABICHUM 611aroTBOPUTENLHOMH

NOMOINY 3asBUTENb IOATBEPIKIAET, YTO O3HAKOMIIEH, COLIACEH W IIOATBEPXAAET
CIIEAYIOLIUE TTOJIOKEHHS:
° BBIIOIHCHBI BCE yCIOBMA, INepeducieHHBle B 1. 4.1, 4.2, 5.2.1, 3.4.2,
HEOOXONMMBIE JUIs BKITFOYeHHs B [Iporpammy;
e 3asgBuTeNb 03HAKOMIIEH ¢ [TporpaMMoii 1 coriaces ¢ HEW;
* TpENOCTaBICHHBIE  3asBUTENEM  TOKYMEHTHl  COIEpKAT JOCTOBEPHYO
HUH(POPMAITHEO;
® BCIydac yXynIIeHHs COCTOSHUS 300POBbS biaromomyyaTest nimm HaCTyIITeH S
CMEpPTEJIBHOIO HUCXOJa BO BpeMs cOOpa M IEepeyuHCIEHHS HEOOXOTUMBIX ISl
OIJIATBl  IEHETHYCCKHX MCCIENOBAHWN, MPEIyCMOTPEeHHbIX IIporpammoi,
(pMHAHCOBBIX CpeNCTB, 3asBHUTED, Braronony4datens u (4im) yHOTHOMOYEHHEIE
MM JIALa He UMEIOT HY K POHAY, HU K BiaroTBopHTeNsIM HUKAKHX [IpETeH3Mi.

5.3, Opranu3zanus npeiocTaBieHHs aPECHO 0J1aroTBOPHTEILHOM IOMOIIH

5.3.1. B pamkax peanusanuuu [IporpaMMbl OKasanue aJipeCHOH 6J1aroTBOPUTENBHOMN
noMoiy brarorony4arensm, BkmoderHsiM B IIporpammy, ocyIecTBisercs B Gopme
OILTaTBl YCITYT O OpraHM3alliy U (WIIK) IPOBEIEHHIO COOTBETCTBYIOIIHX TEHETHIECKIX
uccneoBaHuy (1. 3.2) 3a cyet cpencts [IporpamMmer.

5.3.2. Ommata ycmyr, HpomayKnmum ¥ paboT, HeoOXOMMMBIX JUI1 OpraHU3alliH
MIPOBC/ICHUS TCHETHYECKHX HCCIEIOBAaHUN OCYINECTBIASTCS IIyTeM MePEUHCIEHMS IO
Oe3sHaMYHOMY pacueTy HeOOXOMHMBIX CyMM Ha COOTBETCTBYIOIIME OaHKOBCKHE CUeTa
OpraHM3allii, MpelyCMOTPEHHBIX I[IporpaMmoii. bnarorsopurensHas momomns He
nepefiaeTcs braromoryvarenio B Brjie HATMYHEIX CPEICTB, a TAKKE He TIEPEYUCIISIeTCS Ha
JUYHBIA cyeT braronomyuaTeis. |

5.3.3. Ha ocHOBaHMH IIPHUHSTOrO DKCIEPTHHIM coBeToM ®oHIA Wi CoBeTOM
@oHIa pemeHHs O BKIIOUEHHH 3asBUTENs B [IporpaMMy B COOTBETCTBHH ¢
3aKOHOOATENILCTBOM Poccuiickoit @enepaunu Mexny DPoHIoOM H bnaronomnyuarenem

3aKJIIOYaeTCs IOrOBOP O MPEAOCTABIEHHN OIaroTBOPUTENEHOM TIOMOIIH.
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5.3.4. B pamkax peanuzaiuu [IporpamMmer @OHJ COTPYIHUYAET C MEUIIUHCKUME K
(WM) HAyYHEIMH OPraHU3alHSIMH, IPOBOIIIIMMHI FeHeTHUECKHe HUCCIeIOBaHUA U (HIIH)
WHBIMU OpraHu3alusMu. ECITi JuTst TpoBeeHNs TeHETHUECKIUX UCCIIeI0OBaHuN TpedyeTcs
JTUIEH3US] Ha OCYILECTBIEHHE MEOUIMHCKOU AEATeNbHOCTH, TO OpraHM3alisd [0JDKHA
€€ UMETb.

5.3.5. B pamkax peanmuzanuu [Iporpammer @oHA MOXKET COTpyJHHMYATh C
OpraHu3alMUsIMHU, B TOM YHCIE C MEJULUHCKAMH OPraHU3ALMSAMU, UMEIOLIIUMU JTULCH3UU
Ha OCYILECTBICHWE MEIHUIMHCKON NeATEIbHOCTH, HO HE IPOBOJSALIUMU I€HETUYECKUE
WCCIIEOBaHMs, a TaKKe C OpPraHu3allusaMHU, OKA3bIBAIOIIUMHK YCIIYI'H, BEIIOIHSIOMINMUI
paboTel WM peaU3yIOLIUMU MPOAYKIHIO, KOTOpPble HEOOXOMUMBI JUIS JOCTHUIKEHUS
@onmom 1nened IlporpamMmbl ¥ (MIH) @[pH  HAIMYUKM SKOHOMHYECKHX  WIIH
TEXHOJIOTHYECKHUX IIPUYKH.

5.3.6. @onpx 3akioyaeT ¢ MEIMUMHCKOM © (MIM) HAy4YHOM oOpraHu3alueH,
OKa3BIBAOIIEeH YCIIyTH 110 IPOBEISHUIO TeHETUIECKUX HCCIIeJOBaHUH, TIPeIy CMOTPEHHBIX
IIporpamMMoii, JOTOBOp OKa3aHHS YCIYT, B COOTBETCTBMH C KOTOPBIM YCIYyIH TIIO
IIPOBEICHUIO  COOTBETCTBYIOIIMX  I'E€HETHYECKHMX  MCCIIEIOBAHWHM  OKa3BIBAIOTCS
bnarononyuaremnto. [lo yeMoTpenuto @oHaa BO3MOXKHO 3aKIIOUEHHE C MEJUIIMHCKON U
(unu) HAydHOW OpraHM3aIlMedl paMOYHOTO HOTOBOpa Ha OKazaHWe biaromoirydarensm
YCIIYT 10 MPOBEACHHUIO N€HETUYECKUX HCCIEeN0BaHUM, IpeayCMOTpeHHBIX [IporpaMmMoii.
ITo mpockbe braronmomydarens wnu 3asBUTENS MOKET OBITh 3aKIIOYEH TPEXCTOPOHHHUI
norosop Mexny @oHzmoM, biarononyuarenemM U MEIUIIMHCKON U (MJIH) HAYYHOMH, a TAK)Ke
MHOH OpraHu3alyel, OKa3blBalOLIeN yCIyrHM II0 OpraHM3allu¥ U (WIH) TPOBEOEHUIO
TreHEeTHYECKUX HCCIIeIOBaHUM, TPeTyCMOTPEHHBIX [ [porpamMmoii.

5.3.7. B ciaydae mpunaTus QOHIOM pelleHHs O BKIOUYEHHH biaromongydarens B
IIporpaMmMy ¥ TIpH HEOOXOIMMOCTUM CpPOYHOTO TMPOBEINEHHUS COOTBETCTBYIOIIHMX
IeHeTHYEeCKUX HucciaenoBaHuii, GoHA MOXET MNpPeNOCTaBUTh TapaHTUWHOE MHUCHMO Ha
OINIaTy COOTBETCTBYIOUMX yciyr. OdopMmieHne TapaHTHHHOTO ITHCBMa HE OTMEHSET
Heo0X0AMMOCTE 3aKIIOUeHHs Jorosopa (1. 5.3.6).

5.3.8. ®onp opranusyer BlauMoJeiicTBrue 3asBuTels M (Hid) biaaromonydarens ¢
MEIMIMHCKOH M (MIM) Hay4HOH opraHu3aiuel, OCYIIECTBISIOMIEH NPOBEIEHHUE
reHeTHYECKHX HCclefoBaHuil B pamkax [IporpamMmpl, a Taxke OCYIIECTBISET HHBIE
ITOJTHOMOYHS, IIpelycMOTpeHHEIe [ [porpammoii.

6. CPOK PEAJIMBALINA TPOT'PAMMBI
6.1. IIporpamma sBisgercs noinrocpodHoi. [estensHocTs @OHIA IO peaTH3aIiK
IIporpaMMBbl HOCUT HENIPEPBIBHEIN B IIpeJieNiaX CPOKa ee peallu3alliH.
6.2. Jlata Havana peanuzaruu [Iporpammer: «01» saBaps 2026 roja.
6.3. JlaTa oxoH4YaHWs peanuszanuu [IporpamMmer: 6eccpodHo.
6.4. Peamuzamnus [IporpaMMel MOXKeT OBITH MpeKpallieHa, B TOM YKCIIE B CBI3H C
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NpHHATHEM HOBOMH [IporpamMmer.

7.  HOPATOK ®OPMHUPOBAHUS CMETBI IPOI'PAMMbI

7.1. Cmera Ilporpammer yTBepxkpaaercst peumrenueM CoBera MoHza Ha Kaskablit
(DUHAHCOBEI TON B TeYeHWE CPOKA pealH3aluH IIporpaMMer. ®DUHAHCOBEIA Trof
ycTanaBnuBaercs ¢ «01» sHBaps Kakmoro kajeHjgapHoro roma. Cmera Ha IIEPBEIM
(QUHAHCOBBIH TOX peanusanuu [IporpaMMEl COCTaBISETCS Ha MIEPHOJ ¢ JaThl Hadaia
peam3armu [IporpaMMe!r 10 JaThl OKOHYAHMsI TAKOTO (PMHAHCOBOTO TO/IA.

7.2. Exeromnas cMmeTa IIporpammer hopmupyeTcs Ha JaTy
yTBepxaeHus [IporpaMmel.

7.3.  VYTeepxneHHas cMera IIporpamMmsl Ha KaxkIbpld (UHAHCOBBIM rOJ ABISETCS
HEOTheMIIeMol yacTbio [IporpamMmel 1 BKIIOYaeT B ceOs Ipe/monaraeMple IOCTYIIeHHS
u pacxozsl 1o [Iporpamme.

7.4. JleHexHEIe CpeNCTBa, KOTOPhIE OCTAIOTCH HEM3PACXONOBAHHBIMU II0 HTOTAM
3aBepUICHNS Ka)XI0ro (UHAHCOBOTO roja, JODKHBI OBITh YYTEHbI B COOTBETCTBYIOIIHX
CTaThsIX CMETEI Ha CIIEAYIOIINH HGUHAHCOBBIM roOJl.

7.5. V3meHenus u (M) NOIOTHEHHUS B cMeTy [IporpaMMBbI MOTYT GbITh BHECEHEI B
noboe BpeMs B TedeHHe PHHAHCOBOIO TOJ[a Ha OCHOBaHKH petrerust Coseta QoHIa.

7.6. Ilo oxonvanuu (uHarcoBoro roga ®oHn GOpMHUPYeT OTHIET 06 HCIOIHEHWH
cMmeTsl [ IporpamMmel.

7.77. CpoK HCHONB30BaHUS JEHE)KHBIX CPEJCTB, IIOCTYIHBIIMX B KadecTBe
IIOKEPTBOBAHUM Ha peanusaluio IIporpaMMBsl B Ilepro[ ee IeHCTBUA He OTPaHHHICH.

7.8. Pacxoppl, CBSI3aHHbIE C yIIpaBIeHHeM 1IporpaMMoi, OMIaunBaOTCsS B paMKax
cMeTHl [ [porpaMmel.

8. TIOPAJOKIPEAOCTABJEHHUS OTYETHOCTHU
O PEAJIM3AIIAU ITPOI'PAMMBI

8.1.  Mupekrop ®onna npencrasiser Coery Ponna u [Noneuntensckomy CoBery
®onpga oTdeT 0 peanuzauu [IporpaMmel, BKIIOYas HCTIOJHEHHE CMETEL

8.2. /[lupextop ®oHza mpencTaBisieT bIAroTBOPUTENIO OTY4ET O LEJIEBOM
UCTIONE30BaHUKM ~ DOHZOM  IOJy4YEHHBIX TOKEPTBOBAHMH W (WIM) JIOKYMEHTOB
OyXrajnTepckoro y4era, B Cllydae eCIIH 3TO IIPELYCMOTPEHO JI0TOBOPOM IIOKEPTBOBAHKS,
3aKIIIOYeHHBIM Mexny biarotsopurenem u @oumoM. OTdyeT MoOkeT OBITH COCTABIEH B
IIPOM3BONILHOM (DOPME, eClld MHOE He YCTAHOBIEHO JOrOBOPOM IIOXKEPTBOBAHIS,
3aKJIIOUYEHHBIM Mex Iy brnarotBopurenem u ®oHIOM.



