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1.1.

1.2.

1.3.

1. OBLWUE NONOXKEHUA

BnarotBopuTENbHbIM GOHA, MEANKO-COLMANbHbIX FTEHETUYECKUX MPOEKTOB NOMOLLN «[eHOM
Hun3Hn» ABnAeTCA YHUTAPHON HEKOMMEPYECKOM OpraHu3aumven, He MMerLWen YNeHCTBa,
yUYpeXAeHHOM B Lenax GopMUPOBAHNA MMYLLECTBA HA OCHOBE A06POBObHBIX B3HOCOB U
WHbIX HE 3anpeLLeHHbIX 3aKOHOM MOCTYNNEeHUIM, @ TaKXKe UCNONb30BAHUA 3TOr0 MMYLLECTBa
ANA ocywecTsneHns 61aroTBOPUTENbHON AeATeNbHOCTU, HanpaB/AEHHOMW Ha coAaencTame
Pa3BUTUIO TEHETUKWU, B TOM YMCAe NyTeM COAENCTBMA PA3BUTMIO HAYKM O reHome W
penpoayKTUBHOM TFeHeTUKe, NPUBAEYEHUA BHUMAHMA K MPUOPUTETHBIM HaNpaBAEeHUAM
pa3BUTUA YeNoBEeYEeCKOro noTeHumana Ha Tepputopunm Poccuiickon ®Pepepaumn u
NOBbIWEHWA YPOBHA 0OLLECTBEHHOTO 34,0P0BbSA, OKa3aHMA NOMOLLM B OpraHU3aumm 4ocTyna
3aUHTEPECOBAHHbIM /IMLAM K UCTOYHUKAM NepenoBbiX HAYYHbIX 3HAHWUWA M TEXHONOTUIN B
Pa3NMYHbIX 06NACTAX M3YYEeHWA FreHOMa M pe3ynbTaTam aHanmM30B. POHA yyYperKaeH B
COOTBETCTBMM C 3aKOHOAATeNbCTBOM Poccuitckoit Pepepaumm ¢ NpUcBOEHMEM OCHOBHOTO
rocygapCTBeHHOro perncTpaumMoHHOro Homepa (OMPH): 1207700282591;
NAeHTUOUKALMOHHbBIM HOMep Hanoronnatensblmka (MHH): 97250347109.
HacTosawana 6narotBoputenpHas nporpamma PoHaa «FeHeTUYeckoe TeCTUpoBaHMe AeTen ¢
nogo03peHMeM Ha HacneacTBeHHble 3aboneBaHuMA, UX poguTenei u Apyrux poacTBeHHMUKOB,
a TaKKe CynpyXeckux nap M 6epemeHHbIX KeHLWMH» pa3paboTaHa M yTBepKAeHa B
cooTBeTCTBMM € [parkaaHCKMM Kogekcom Poccuitckon Pepepaummn, PepepanbHbim
3aKOHOM OT «12» AHBapA 1996 r. N 7-®3 «O HeKOMMEPYECKUX OpraHM3aumnax»,
dPepepanbHbiM 3aKoHOM OT «11» asrycta 1995 r. N 135-®3 «O 6naroTBopuTENbHOM
AeatenbHoCcTM UM aobpoBonbyecTBe (BONOHTEPCTBE)», MHbIMU  3aKOHOZATENbHbIMU
HOPMaTUBHbIMW NPaBOBbIMU akTamu Poccuitckonn Pepepaunm n Yctasom PoHaa.
BnaroTBopuTenbHaa nporpamma onpegenser:

e Llenn bnarotTBopuUTENBHOW NPOrPaMmmbl;

e MeponpuAaTma u aTanbl, NPOBOAMMbIE B paMKax bnaroTtBopuTenbHOM Nporpammbl;

e Oxugaemble pe3ynbTaTbl baaroTBopmUTEBHOM NPOrPaMMbI;

e Kputepun otbopa bnarononyyateneit pana yyactma B bnarotBopuTenbHOM

nporpamme;

e MexaHu3am peanmsaumm bnarotBopmTENbHOM NPOrPaMmbl;

e Cpoku bnarotBopuTENbHOM NPOrPaMMbl;

e [lopagok popmupoBaHma n cmety brarotBopuTeNIbHOM NPOrpamMmbl;

e [lopafoK nNpenoCTaBNeHMA OTYETHOCTM O peanumsaumm bnaroTBopuTenbHoOM

nporpammbl.

2. TEPMWHbI N ONPEAENEHUA

*0219 8HYyMpeHHe20 0/1b3080HUSA

3. YNPABJIEHVE BNATOTBOPUTE/IbHOWU NPOrPAMMOW

*0219 BHyMpeHHe20 Moanb308aHUSA



4.1.

4.2.

4. UENW, MEPOMPUATUA U OXXUOAEMbIE PE3Y/IbTATbI B/IATOTBOPUTE/IbHOM
NPOrPAMMBI

Llenbto HacToswel bharoTBopuUTENbHOM NPOrPaMMbl ABNSAETCA:

® CoAeliCcTBME PA3BUTUIO HAYKM O FeHOME U PenpoayKTUBHOM reHETUKE;

* puBneYeHMe WHPOPMAUMOHHOTO BHMMAHMA K  Pa3BUTUIO  TEHETUYECKMUX
TECTUPOBAHUN U (M) NCCNEea0BAHUI N NEYEHWNIO HAaCNeACTBEHHbIX 3a601eBaHWUI;

e OKasaHue 6/1aroTBOPUTE/NILHON MNOMOLM B OpraHusauMmM u/uamM nposeaeHUn
reHeTUYeCKUX TECTUPOBAHWUIN U (M) UcCnen0BaHUI ANA AeTel C NoAO03PEeHMEM Ha
pefkoe HacneacTBeHHoe 3aboneBaHue, UX poanuTeNei U Apyrux POACTBEHHUKOB, a
TaK}Ke Cynpy»Keckux nap, niaHupyowmx 6epemeHHOCTb, 6epeMeHHbIX XEHLMH Npu
noAo03peHMN Ha HacNeACTBEHHYIO NAaTONOMMI0 NA0AA U UHbIX NINLL;

® COAENCTBME Y/NYYLLIEHUIO M MOBbIWEHUIO AOCTYNHOCTU AMArHOCTUKU U JieYeHun
HacneacTBeHHbIX 3aboeBaHuit B Poccuiickoit Peagepaunm.

Ona  uenen  HactoAwen bnarotBopuTeNbHOW  Mporpammbl  NOA — «OKasaHUeMm
61aroTBOPUTENbHOM MOMOLWM B OpraHu3aumMm W/MaM NpPoBeAEHUN TeHEeTUYECKUX
TeCTUpoBaHU U (MAnM) wuccnegoBaHMin anAa  AeTelm C NOAO3PEHMEM Ha peakoe
HacneacTBeHHoe 3abosieBaHWE, UX poamuTene U ApPYyrux PoACTBEHHUKOB, HepemMeHHbIX
YKEHLMH NpY NOAO03PEHUN Ha HAaCIeACTBEHHYO MATONOMMIO NI0AA U UHbIX INL» MOHUMAETCS
npeaocTasieHne 61aroTBOPUTENLHOM NOMOLLM, HanNpPaB/eHHOM Ha:

e npoBeAeHMEe MOJIHOFeHOMHbIX CEKBEHMPOBAHWA B codyeTaHun ¢ Lenesbim
CEeKBEHMpOBaHMEM U LleneBbiX  CEKBEHWPOBAHWN  AeTAM,  BK/OYas
HOBOPOXAEHHbIX, C NOAO3PEHNEM Ha peaKoe HacneAacTBeHHoe 3abosieBaHue, UX
poauTeNs M W OPYrMM YNeHamM CemMel, C LieNblo CBOEBPEMEHHOrO BbISIBIEHMA,
JANarHOCTUKWN, Ie4eHns HaceACcTBEHHbIX 3ab6oneBaHunit;

e npoBeaeHWe MOJIHOFeHOMHbIX CEKBEHMPOBAHWN B Cco4YeTaHun ¢ Lenesbim
CEKBEHMPOBAHMEM MNIOAHOTO MaTepuana nNpu NoAo3pPeHMU Ha HAC/NEeACTBEHHYIO
naToNoruio;

e npoBeaeHne KOMNAEKCHbIX YCAYT IMLAM, YKa3aHHbIM BbliLLE.

® OpraHM3aumio NPoBeAEHUA FeHETUYECKUX TeCTUPOBAHWN U (MAKN) MccneaoBaHUIA
JIMLLIAM, YKa3aHHbIM BblILLE.

4.2.1. PaHee W panee nNO TeKCTy HacToAwen bnarotBopuTenbHOM nporpammbl NoA

NOJIHOFEHOMHbIM CEKBEHMPOBAHMEM MOHUMAETCA MCCAeAO0BaHME MOJIHOIO TreHoMa
yenoseka MeToA0M CEKBEHMpPOBAHMA, nossosaAtolee onpeaennTb BCIO
nocnegosatenbHocTb [AHK reHoma yenoseka.

4.2.2. PaHee W panee nNO TEKCTy HacToAwelr bnaroTBOpUTENbHOW NpPOrpaMmbl  Nog,

4.3.

reHeTUYeCKMMU TECTUPOBAHUAMMU U (MAKM) UCCNEef0BAHUAMM MOHMMAKOTCA B TOM 4ucne
NO/IHOrEHOMHbIE CEeKBEHWPOBaHMA (B TOM uucne Ha npubope PromethlON), Lienesbie
CEKBEHMPOBAHUA, XPOMOCOMHbIN MUKPOMATPUYHbLIN aHanu3, ¢aopecueHTHas in situ
rmbpugmsauma (FISH), KapuoTunupoBaHue, NepBUYHOE KAMHUYECKOE aHHOTUPOBAHME
pe3ynbTaToB MONEKYNAPHO-TeHETUYECKOro nccnefoBaHma U KOMNeKCHble yCayru.

[na poCTUXKEHMA MOCTaB/NEHHbIX LUenerM B pamMkax Hacroawen bnarotsoputenbHomn
nporpammbl  OHA, OCYLLECTBAAET caeylolwmne MeponpuATUA Ha NPOTAKEHUM BCero



nepuoaa peanusaumm bnarotBoputenbHOM Nporpammsl 6e3 orpaHMYEHUIA UX BO BPEMEHH,

npuyem

YKasaHHble  MeponpuaTMA  He  UMEelT  CTPOro  XPOHO/0rMyeckom

nocnenoBaTe/ZIbHOCTU 3TanoB U MOTYT OCYLL,eCTBNATLCA OAHOBPEMEHHO:

pacnpoctpaHeHne MHPOpMaUMKM O HacToAwer BbnaroTBopuTenbHOM Nporpamme
cpeaum uenesblx rpynn 3aasuTenen, MeguuMHCKUX U (MKN) HayYHbIX OpraHn3aLmi u
WHbIX L,

MHPOPMMpPOBaHME 06LLECTBEHHOCTHN O COOpE NOXKEPTBOBAHMUI B LLeNAX peannsaumnm
BnaroTBopuTENBHOWM NPOrPamMMbI;

dbopmMmmnpoBaHMe MMyLLECTBA Ha OCHOBE A06POBO/IbHbLIX B3HOCOB U MOXKEPTBOBAHWUM,
a TaKXe WHbIX He 3anpeLlleHHbIX 3aKOHOM MOCTYMNEHUN Ha peann3aunio
BnaroTBopuTENBHOWM NPOrPamMMBbI;

paccmoTpeHue 3aaBneHuii Ha y4acTue B brarotBoputenbHOM nporpamme;

oT6op bnarononyyatenen;

OpraHM3aums NpeaoCTaBNEHUs W OKa3aHWA 6naroTBOPUTENbHOW  MOMOLLM
Bnarononyyatensam;

pa3BUTUE HAYYHbIX UCCNEAOBAHNI B chepe oxpaHbl 340P0BbA, B TOM YMUCAE yYacTUe
B HAY4YHO-UCCNEAO0BATENbCKON AEATENIbHOCTM, BKAKOYAaA, HO HE OrpaHMYMBAACSH,
yyacTve nyTeM OKasaHuA 61aroTBOPUTENbHOM, PECYPCHOM, MHPOPMALMOHHOM U
dMHaHCOBOM NOAAEPKKKN, B TOM YMCAE, COBMECTHO C APYrMMM OPraHU3aLmnamu;
OpraHu3aunn M NPOBeAEHUA HAY4YHbIX U MAPKETUHIOBbIX UCCNEAOBAHUIA MyTEM
6/1aroTBOPUTENBHON, PECYPCHOM NOAAEPHKKU, B TOM YNC/IE, COBMECTHO C APYrMmu
OopraHu3aunamm

noaAaep’KKM pas3paboTKn M BHeApPEeHUA MHHOBAUMOHHbLIX TEXHONOrMA B coepe
OXpaHbl 340POBbA;

OpraHusauumn M/Mam NoanepKKM NpPoBeAeHUA HayyHbIX MAM 0b6pa3oBaTesbHbIX
MepPONPUATUIA, B TOM YNC/IEe MEXAYHAPOAHbIX, NO HanpaBAeHUAM AeATeNbHOCTU
doHaa;

OpraHM3aums  B3aUMOLEMNCTBMA C  MEAMUMHCKMMM U (MAKW)  HayyHbIMM
OpraHM3aunsaMmn B LENAX NPOBEAEHUA TeHEeTUYECKMX TeCTUPOBAHUN U (1awn)
nccnefoBaHUM B COOTBETCTBUM C HacToAwen baaroTBopuTenbHOM Nporpammon, a
TaKKe UHbIMM OPraHM3aLUAMM, OKA3bIBAIOLLMMM YCAYTW, BbIMONHAOWMMMN PaboTbl
n(nnn) peanmsyWMMN NPOAYKLMIO, KOTOpble HeobxoguMmbl ona opraHu3auui
NpoBeAeHWNs TeHETUYECKUX TECTUPOBAHWUI UAN UCCNeA0BaAHUN;

nposeaeHune KamnaHui no cbopy  NOXepTBOBAHWUM, npuBaedYeHne
61aroTBOpPUTENIbHBIX NOXKEPTBOBAHWUI OT baaroTBopuTenen, Ux akKymyampoBaHue
N pacxofoBaHME B COOTBETCTBMM C YC/IOBMAMM HacToAlel bnaroTBoputenbHOM
nporpammbl;

npusneyeHne UHGOPMALMOHHOIO BHUMAHWMA, a TaKKe B3aMMOLENCTBME C
rocy4apCTBeHHbIMKM, OOLLECTBEHHBIMW U MHbIMM OPraHM3auMsMKM, B TOM YuUC/e
MeXAYHapoAHbIMW, MO NPUOPUTETHBIM HAMPaBAEHUAM Pa3BUTUA YE€0BEYECKOTO
noTeHumana Ha Tepputopum Poccuiickort Pepepaumm M NOBbIWEHUA YPOBHA
06LLecTBEHHOrO 340P0BbA;



4.4.

4.5.

4.6.

5.1.

5.2.

® npuBnevyeHme Ao6poBONbLEB (BONOHTEPOB) B LENAX peanu3auuu HacToAwen

BnarotBOpuUTENbHOM MpOrpaMMbl, a TaKXKe ANA OKasaHMA MOMOWM  Ha

MepOonpUATMAX, OPraHM30BaHHbIX POHAOM, CBA3aHHbIX C peannsaumei HacTosawemn

BnaroTBOpUTENILHOM NPOrPamMmbl.
B TOlM cTeneHW, B KOTOPOM 3TO COOTBETCTBYET LEeNAM HacTosAuwlen bnarotBopuTtenbHowm
nporpammbl n YctaBy ®oHga, PoHA OCyLLECTBASET UHblE MEPONpPUATUA, HanpaBieHHble Ha
ee peanus3aumio, Kak CaMoCTOSATe/IbHO, TaK U COBMECTHO C MHbIMM 61aroTBOpPUTEIbHBIMM
OpraHu3auMamm, NPOYMMKU HPUANYECKUMN WU PU3MYECKMMU Anuamu. Meponpuatus,
peannsyemble B pamkax biiarotsoputenbHoM nporpammel, yTeepxaatotca Cosetom PoHaa.
Mcxoas ©3  roaoBbix pesynbTaToB  peanusauum  bnaroTBOpUTENIbHOM  NpOrpammbl
NAaHUPYeTCA peanns3aumns PernoHasbHOro NpPoeKkTa B O04HOM M3 cybbekToB Poccuiickon
depepauunm no NnpoBeaeHMO0 NOSTHOFEHOMHOFO CEKBEHUPOBAHMA B coMeTaHUU C Llenesbim
CEKBEHMPOBAHMEM BCEM CYMNPYHKECKMM napam, NnaHupyowmm 6epemeHHOCTb. PeweHune o
peanns3auum yKasaHHOro NMpoekTa Mo NPoBEeAEHU0 NOJIHOFEHOMHOIO CEKBEHWPOBAHUA B
coyeTaHum ¢ LeneBbim CEKBEHMPOBAHMEM BCEM CYMPYXKECKMM Mapam, MAaHMPYHOLWMM
6epemMeHHOCTb, NoAaNeXuT yTeepaeHuto Cosetom PoHaa nyTem BHECEHMA U3MEHEHUN B
HacToswyo BraroTBopuTeNbHYO NPOrpaMmMy MAK NOCPEACTBOM YTBEPMKAEHUA OTAENbHON
61aroTBOPUTENBHON NPOrpaMMbl.
Oxkupaaemblii pesynbTat b1laroTBopuUTeNbHOM NPOrpamMmmbl: CHUMKEHME YMCIa CYYaEeB PeaKMX
HacneAcTBeHHbIX 3aboneBaHWMit, a TaKXe cnocobcTBOBaHWE paHHEW AMArHOCTUKe
(CKPUHWHTY) reHeTUYeCKN 06yCIOBIEHHbIX 32a00/1EBAaHUNA.

5. KPUTEPUM OTEOPA B/IATOMONYYATE/NEM ANA YYACTUA B B/IATOTBOPUTE/IbHOM

NMPOrPAMME
B BnaroTBOpuTENbHOM NpOrpaMme B KayecTBe MoOTeHuuManbHoro bnarononyuyatena moryt
NPUHMMATb y4acTue rpaxaaHe Poccuinckoit Pepepaumm.
B oTbope B KauyecTBe MoTeHUManbHOro bnarononyyatena mMoryT y4acTBOBaTb CaeayloLine
KaTeropum nuu;:
® [eTu, BKIOYAA HOBOPOMKAEHHbLIX, C MOAO3PEHMEM Ha peaKoe Hac/iencTBEHHOE
3aboneBaHue;
® poauTeNnu U gpyrue YneHbl cemelt (NPU HaIMYMKM KPOBHOTO POACTBA) AETel, BKIOYas
HOBOPOXAEHHDIX, C NOA03PEHNEM Ha PefiKoe HacneacTBEHHOe 3abo1eBaHuMeE;
® KEeHWMWHAa MOXKeT BbICTynaTb 6narononyyatenem B C/y4ae WCCNeAOBaHUS
6uonornyeckoro matepuana, NoAy4YeHHOro B pesy/sibTaTe NPOU3OLIEALIETO Y Hee
BbIKMAbILA U/UNN MEePTBOPOKAEHMA, a TaKKe B pe3ynbTaTe cmepTu ee pebeHKa B
HeoHaTa/NIbHOM, paHHEM ZLeTCKOM, UW AETCKOM BO3pacTe.

[lns yyactus B BharotsopuTenbHOM Nporpamme Heo6Xo0AMMO Hanpas/ieHne / KoHCyAbTauumsa
/ 3aKnyeHuMe Bpaya-reHeTMKa Ha NpoBeAeHWE FeHEeTUMYeCKOoro TecTMpoBaHuAa U (1Mawm)
nccnenoBaHMA UAM UHOW OOKYMEHT C PEKOMEHAAUMAMW K NPOBeAeHUI0 FeHeTUYecKoro
TECTUPOBAHMA U (MNIM) UCCNenoBaHUA, COCTABAEHHONO BPayoM UKW BPAYOM-TEHETUKOM, U
Ha/IMuMe 3aKNYEHUA / BbIMUCKM UAM MHOTO aHaNOTMYHOMO AOKYMeHTa u3 deaepanbHOro
rocy4apCTBEHHOrO  OHOAMKETHOrO  YyYpeXKAeHWs U3 CNUcKa, NpPeacTaB/NeHHOro B



6.1.
6.1.1.

6.1.2.

6.1.3.

6.1.4.

6.1.5.

MpunoxeHmn Ne 1 K HacToAwen bnaroTBopuUTeNbHOM Nporpamme, UAN MEAULLMHCKOM
OpraHn3aLUnmn PErMoHaNbHOIO M MEXPErMOHANbHOTO YPOBHEW MEeANKO-TeHETUYECKOM U/Uu
MeOMULMHCKOM cny»bbl (B cooTBeTcTBMM C Mpukazom MuH3gpasa Poccum ot 30 aekabps
1993 Ne 316 «O panbHenwem pPasBUTUN MEAMKO-TeHEeTUYECKON CnyXbbl MUHUCTEpPCTBA
34paBooxpaHeHns Poccuiickon deaepaummy).

6. MEXAHW3M PEAIM3ALMU BNIATOTBOPUTE/IbHOW MPOTPAMMDbI

OTHoweHuA ¢ bnarotBoputensamu u gobposonbuamm

doHAa obecneunBaeT AOCTYNHbIMM emy cnocobamu pgoBedeHMe A0 CBeAEHMUS
HeonpegeneHHOro Kpyra /Auy, WHbopmauunm o peanusauum  bnarotBoputenbHom
nporpaMmmbl, ee Lenel, NPOBOAMMbIX B pPamMKax bnaroTBopuTenbHOM nporpammsl
MepONPUATUAX, a TaKKe peKkBu3uTax 6OaHKoBckoro cyeta PoHga ana  cbopa
61aroTBOPUTENbHbBIX B3HOCOB M NOXKEPTBOBAHWI B LLeNAX baaroTBopuTenbHOM NporpaMmmsl.
Mepenaya noxepTBoBaHMA UAM obelwaHWe MOXKepTBOBAaHUA B LENsX peanmsaumm
BnarotBOpuUTENBHOM NpPOrpammbl  pPeryivpyetca AencTBYHOLWMM 3aKOHOAATeN1bCTBOM
(BknOYasn, HO He orpaHnYmMBasnich, cT. 582 NparkgaHcKoro Kogekca Pd).

B cnyyasax, ecnuM pgenctsyloWMM  3aKoHoAatenbctBom  Poccuitickon  Pepepauunm
npeaycMmoTpeHo  obnasatenbHoe  cobnogeHne  NUcbMeHHOMW  dopmbl  gorosopa
NoXKepTBOBAHUA, MOKEPTBOBAHMNE AO/KHO OCYLLECTBAATLCA HAa OCHOBAHMM COCTaBAEHHOIO
B BMAE eAMHOro [OOKYMEeHTa [JOroBopa MOXEepPTBOBAHWMA, 3aKAOYEHHOro Mexay
BnarotBoputenem u ®oHaom. B cnyyae OTCYTCTBMS MMNEpaTUBHbIX TpeboBaHUM
OENCTBYHOLLETO 3aKOHOZaTeNbCTBa Poccuitckol depepauum OTHOCUTENbHO
HeobxoaMmocTn cobnogeHna NMCbMeHHOM GOopMbl A0roBOpa MOXKEPTBOBAHMUA, AOrOBOpP
MOXKepTBOBAHMA MOXKET OblTb 3aK/AlO4eH B MNUCbMEHHOM ¢opme No MHULMATUBE
BnarotBoputenas u (unmM) doHpga. B cayvasx, AonNycKaemblX  AEUCTBYHOLLMM
3aKOHOAATE/NIbCTBOM, MOMKEPTBOBAHME MOXKET ObiTb COBeplweHo nytem GaKTUYecKoro
nepeyncneHns wun (MnM) nepepayn noxeprTeoBaHuMAa B nonbly PoHaa ana uenemn
BnarotBOpuTENBHOWM nNpOrpammbl M opraHusaumm pabotel PoHaa B OTCYTCTBUE
NMUCbMEHHOro [0roBopa MOXKEPTBOBAHWUA, 3aK/OYEHHOro mexay bnarotBoputenem u
®oHAOM — B TAKOM C/ly4ae 3TO 03HA4aeT, YTo braroTBopmUTEIb O3HAKOMJIEH C YCNOBUAMM
BnaroTBOpUTENBHOM NPOrPaMMbl U COrIAaCeH C HUMM.

OcyLiecTBneHue BnarotBopuTENnEm NoXKepTBOBAHUA B uenax HacTosLEen
BnarotBOpMTENBHOM MpPOrpaMmbl NOCpPeACcTBOM OAHKOBCKOro nepesBoga WM nepenayu
noXepTBoBaHMA B nonb3dy PoHAa o03HayaeT, 4To bnaroTBopuTenb 03HAKOMUACA C
BnaroTBopuUTENBHOM NPOrPAaMMON U COr/TaceH C ee YCNOBUAMM. TaKKe 3TO O3HayaeT, YTo
LeneBbiM Ha3HaAYeHMEM CAENAaHHOTO MOXKEepPTBOBAHUA ABAAETCA €ro pacxogoBaHWe Ha
6NaroTBOPUTENIbHYIO  AEATENbHOCTb B COOTBETCTBMM  C  LENAMM  HacToALen
BnarotBOpuUTENBHOM NpOrpaMmbl, €CAM WHOe He O6yaeT YCTAaHOB/IEHO [0r0BOPOM
no¥KepTBoBaHUA mexay bnarotsoputenem n ®oHgom, opopmaeHHbIM CTOPOHAMKU B BUAE
€4MHOro AOKYMEHTa.

Bo nsberkaHne comHeHU, HacToswan bnraroTBopuTenbHas Nporpamma He orpaHu4MBaeT
npaso bnaroTBopuTens NpeaocTaBuUTb NoXepTBoBaHMe POHAY C LEe/NeBbIM Ha3HAYEHMEM,



6.1.6.

6.2.

6.2.1.

6.2.2.

6.2.3.

6.2.4.
6.2.4.1.

yCTaHOBNEHHbIMW BnaroTBopuTeniem nNo cBoemMy YCMOTPEHWUIO, HA OCHOBAHUM OTAENbHOro
[0roBopa NoXXepTBOBaHMUS.

Ona  peanusaumm  bnarotBoputenbHol nporpammbl  POHA  MOMKET NPUBAEKATb
Aob6posonbLeB. [1o06poBobLbl MOTYT 6bITb NPUBAEYEHbI B TOM YMCAE MYyTEM 3aKAOYEHUA
A0roBopa mexay nobposonbuem n PoHaom. NMpeameTom TaKoro rpakaaHCKo-NpPaBoBoOro
A0roBopa ABnATCA 6e3803mMe3aHOE BbiNoHEHWe 06poBonbLeM paboT 1 (MNK) OKazaHWe
yCAyr B pamKax 61aroTBOpUTE/IbHOMN AeATENbHOCTY.

PaccmoTtpeHune 3asBneHM Ha ydactme B bnarotBopuTenbHoit nporpamme u ort6op
noTeHuManbHbIX Baarononyyartenei
Mo obwemy npaBMay OCHOBAHMEM MHUUMAUMM  PACCMOTPEHUA  BO3MOMKHOCTU
npegocraBaeHna 61aroTBOPUTENIBHON MNOMOLWM ABAAETCA obpaleHue 3asBuTens ¢
3anBfeHMEeM O MNpeaocTaB/ieHUM 61aroTBOPUTENbHOM nomouwm (ganee — 3asBneHue) wm
Cornacvem Ha 06paboTKy NepPcoHaNbHbIX AaHHbIX (aanee — Cornacue).
3anaBneHne coctasasetca no ¢opme, npeacrtaBaeHHon B [puaoxeHun Ne 2,
nognucbiBaeTca 3aaBUTENEM U HAaNPaBAAETCA ANA PAaCCMOTPEHMA MO 3/1eKTPOHHOM noyTe
expert@fondgenom.ru u/unn HanpaenseTca MNOYTOBbLIM OTMPABJAEHMEM Ha MNOYTOBbLIN
agpec ®oHaa nmbo nepepaetca B PoHA IMYHO NO NpesBapuUTENbHOM A0roBOpeHHOCTH. C
LUenbio peanmsaumm Hacrtoswero nn. 6.2 3asBuTenem Moryt 6biTb ¢u3mMyeckne nuua,
yKasaHHble B nn. 5.2 HacToAwen BbnarotBopuTEe/IbHOW MPOrpPammbl, a B C/ly4ae noaauu
3aABneHuA B UHTepecax pebeHkKa, 3asBaeHne NoANUCbIBAETCS 3aKOHHbIM NpeacTaBuTeemM
pebeHKa (poaguTenem, ycbIHOBUTENEM, ONEKYHOM, NoneynTenem). B cnyyae nccnepoBaHms
NAOAHOrO  MaTepuana WAM  MaTepuana, MNOAYYEHHOro MNpPM  BblKMAbiWe UK
MepTBOPOXKAEHMM, 3aaBneHne n Cornacne NoanNUCbIBAeTCa MaTepbio.
K 3asBneHuto npunaraetcs CornacMe Ha o06paboOTKy MepcoHasibHbIX AaHHbIX, KOTopoe
coctaBnaetrcs no dopme, npeacrasneHHon B [punoxkeHnn Ne 1, noanucbiBaeTcs
3aABMTENIEM M HanpaBAseTcA AAs  PaAacCMOTPEHMA MO 3/IEKTPOHHOW  nouTe
expert@fondgenom.ru u/unn HanpaenseTca MOYTOBbIM OTMPABAEHMEM Ha MOYTOBbIN
agpec PoHpa nmbo nepepaetca B8 PoHA NMYHO NO NpeABaAPUTENbHON AOrOBOPEHHOCTU.
K 3aaBneHuto, nommmo Cornacus, AONXKHbI NpUAaraTbca cneayolmne 4oKYMeHTbI:
[Onsa BKAoYeHUAs B BnaroTBopuTeNIbHYIO NpPOrpamMmmy B KayecTBe MOTEHLMaNbHOro
Bnarononyyatena pebeHka, BKAHOYAA HOBOPOXAEHHOrO, C MOAO3PEHMEM Ha peakoe
HacneacTseHHoe 3abonesaHune’:
®  KOMNuA CBUAETENbCTBA O POXAEHUU pebeHKa nmMbo Konua nacnopTta (ana aeten,
OOCTUTWMX BO3pacTa 14 neT, Nnpu HaAMyuuM), a B CAy4vyae, ecM CBUAETENbCTBO O
poxaeHun pebeHKa ewe He 6bln10 NOY4YEHO, BMECTO HEro NpeaocTaBAAeTCs OANH
U3 cneayoLmx AOKYMEHTOB:
O [AOKYMEHT YCTaHOBNEHHOM GOPMbI O POXKAEHUM, BblAAHHbBIA MEeANLMHCKON
opraHmMsauuneinr He3aBUCMMO OT ee OpraHM3alLMOoHHO-NPaBoBo Gopmbl, B
KOTOPOI NPOUCXOANAN POAbI;
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ana

O [OKYMEHT YCTaHOBNEHHON GOPMbI O POXKAEHUW, BblAAHHbIN MeANLNHCKON
OpraHusaunen He3aBUCMMO OT ee OpPraHW3aLMOHHO-NPaBOBON (GOPMbI,
BPay KOTOPOI OKa3blBaN MeAMLMHCKYIO MOMOLLb NPY POoAax N B KOTOPYHO
obpatunacb mMaTb nocne poaos, MO0 NNLOM, 3aHUMAKOLWMMCA YaCTHOM
MeANUMHCKOM NPaKTUKOM — NpU poAax BHE MEAULMHCKOM OpraHM3aunu;
KOMUKM NacnopToB 3aKOHHbIX NpeacTaBuTeNnei - NpeaoCcTaBAAKTCA KOMUWU BCeX
3aMO/IHEHHbIX CTPAHML, NAcNopTa;
KOMWUW AOKYMEHTOB, MOATBEPKAAIOLLMX OMEKY NN NONEYNTENLCTBO (€CN poaUTENHU
JILLEHbI POAUTENBCKUX NPaB);
Konua BblgaHHoro lNoTpebuTtento HanpasneHus / KOHCy/nbTauuu / 3aKnueHun
Bpaya-reHeTMKa Ha MNpoBeAEeHWEe TeHeTUYEeCKoro TecTupoBaHuMa U (1awn)
MccNefoBaHMA UAM MHOTO MEAMUMHCKOTO [AOKYMEHTa C pPeKoOMeHAAuMAMM K
NpPoBEeAEHNI0 FTEHETUYECKOro TeCTUPOBaHMA U (MAK) uccnesoBaHUA, COCTaBIEHHOTO
BpayoMm;
Konua BblgaHHoOro MNotpebuTento 3akntoveHus / BbINUCKU MU MHOFO aHANOMMYHOTIO
AOKYyMeHTa M3 ¢enepanbHOro rocyfapCTBEHHOTO OHOAMKETHOTO MeAMUMHCKOro
YYPEXKAEHUA  MAM  MHOW  MEAMUMHCKOM  OpraHuM3auuuM  PerMoHasibHOro M
MeXXPErmoHanbHOro YpoBHEN MeAUKO-TEHETUYECKOWN UM MEANLMHCKON CNYXKObI.
WHble [OKYMEHTbl, B TOM YMCAE, HO HEe OrpaHU4MBaAcCb pe3ynbTaTaMW paHee
npoBeAEeHHbIX FEHETUYECKUX NCCNEeA0BAHUM, A TaKKE UHbIE LOKYMEHTbI, KOTOpbIE, MO
MHeHuo 3anaBuTeNA, noanexart npegoctasneHvio PoHay B UenAX MOJSHOMO U
BCECTOPOHHEr0 PaCCMOTPEHMA 3aABNEHMA.
BKNOYEHMA B bnaroTBopuTenbHytdo nporpammy B KayecTBe MNOTEHLUMANbHOro

BnarononyyaTens poAuTens UAW APYroro YaeHa cembu (MPU HANMYMM KPOBHOTO POACTBA)

pe6eHKa, BK/1lO4AaA HOBOPOXAEHHOIO, C MNOAO3pPeEHUNEM Ha pPearKoe HacnencrtBeHHoe

3860!1€BaHMe, NPy HaAnMyMm yneHa cemon | nam Il cteneHn poacTea € HacNe[CTBEHHbIM

3aboneBaHnem, B TOM Yncne opdaHHbIM, U BepeMeHHOM KeHLWMHbI NPU NOA03PEHUM Ha

HacneacCcTtBeHHYO NaTtonorno nnop,az:

e KonuA nacnopta 3aasuTens (noteHumanbHoro baarononyyarens) - npeaoCTaBAAKOTCA

KONMn BCeX 3aNO/IHEHHbIX CTPAHUL, NAaCnopTa,

® KOonnAa AOKYMEHTa, I'IO,CI,TBep)-K,CI,aIOIJJ,Mﬁ Haan4yme KpoBHOINo poactea C pe6eHKON\,

BK/IlOYAA HOBOPOMXKAEHHOTO, C MNOAO3PEHMEM HA pPeaKoe HacneacTBeHHOe
3aboneBaHune — B cny4yae, eciv 3aaBAEHNE NOAAETCA POAUTENEM NN APYTUM YSIEHOM
cembu pebeHKa c nogo3peHnem Ha pefiKoe HacneacTBeHHoe 3aboneBaHue;

Konusa BblgaHHoro MoTpebutento HanpaBneHus / KOHCyAbTauuu / 3aKno4eHus
Bpaya-reHeTMKa Ha MNpoBeAEeHWEe TeHeTUYECKOro TecTupoBaHua U (1awn)
nccnefoBaHUA WMAW MHOTO MEAMUMHCKOTO OOKYMEHTA C PEeKOMEeHOAUMAMU K
NpPOBEAEHNI0 FTEHETUYECKOTo TeCTUPOBAHMA U (MK) UccnefoBaHWA, COCTAaBAEHHOTO
BpayYoOMm;

Konua BblgaHHOro MoTpebuTento 3akntodeHns / BbINUCKU UM MHOFO aHANIOrMYHOTIO
AOKYMeHTa U3 ¢denepanbHOro rocyAapCTBEHHOIO BHOAMKETHOrO yypeKaeHus wuam
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6.2.4.3

6.2.5.

6.2.6.

6.2.7.

MEAMULUMHCKOM OpraHM3auum pPermoHasbHOr0 U  MENKPErMOHaNbHOIO YPOBHEN
MeANKO-TeHETUYECKOM UM MEeANLIMHCKOMN CNyXKObl.

® WHble AOKYMEHTbl, B TOM 4YWUC/AEe, HO He OrpaHMYMBasCb pe3ynbTaTamu paHee
NpoOBeAEHHbIX TEHETUYECKUX UCCNIe0BaHNM, @ TAKKe UHbIe AOKYMEHTbI, KOTOPbIE, MO
MHeHUIO 3aaBuTeNs, noanerkaT npenoctaBneHuto PoHAYy B ULEAAX MOJHOro U
BCECTOPOHHEr0 PacCMOTPEeHUA 3aAaBNEHUA.

3anABneHne U NpuUoXKeHHble K Hemy AOKyMeHTbl paccmatpusatotTca PykosoauTenem
BnaroTBOpuUTENBHOW NPOrpammbl, KOTOPbIA MpoBepAeT NpPaBubHOCTb 0GOPMAEHUA U
KOMMNAEKTHOCTb NpeacTaBNeHHOro 3asaB/IeHUA N NPUSIOKEHHbIX K HEMY OKYMeEHTOB. lNpun
HeobxoAMMOCTM (Mpy NpeaoCcTaBNeHUN 3aAaBUTENEM HEMOHOTO KOMMMJ/IEKTA AOKYMEHTOB
b0 [OKYMEHTOB, COAEpXKallMX [AaHHble, Tpebyloline YTOYHEHWUA, a TaKXKe npwu
NPUCYTCTBUN HEACHOMW U (MNM) HEeOAHO3HAYHOM WHPOPMaLMM B NpencTaBAEHHbIX
AOKyMeHTax) PykosoauTeno bnarotBopuTenbHOW Mporpammbl, 3anpalinMBaeT Yy
3anaBuTena  OOMOJIHUTENbHblE  OOKYMEHTbl WM  YTOYHAET  cojepxKalmeca B
npeacTaBfeHHbIX [AOKYMeHTax CBefeHWA. 3arnpolleHHble [OKYMeHTbl 3aasBuTenb
npegocTasaseT cnocobom, yKasaHHbIM B nn. 6.2.2.

CpoKk paccmoTpeHuna 3aasBneHua Pykosoautenem bnarotBOpUTeNbHOW NpoOrpammbl
pacnpocTpaHAeTcA Ha Bpems, Heobxoanumoe gns nonyvyeHns PoHAOM BCeEX AOKYMEHTOB,
nepevyncieHHolx B Nn. 6.2.4.1 - 6.2.4.3.

Mo ucTeyeHUM CpPOKa Ha paccmoTpeHue 3asaBneHMa PykosoauTenb bnaroTBoputenbHom
NPOrpammbl MPUHUMAET OAHO U3 CAeAYIOWMX PeLUeHNN:

e 0 nepepaye 3aABNEHUA M [OKYMEHTOB IJKCNepTHOMY COBeTy, a B CAy4vasx,
YCTAHOBAEHHbIX NN. 6.2.9 HactoAwen bnarotBoputenbHoi nporpammbl — CoBeTy
®oHAaa, oNA NPUHATUA pPeLeHMA O BKAOYEHMN NOTeHUManbHoro baarononyyatens s
BharoTBopuTeNbHYO NpPOrpammy;

e 006 OTKase B nepepgaye 3aABNEHUA U AOKYMEHTOB JKcnepTHOMY coBeTy unm CoBeTy
doHaa Ana NPUHATUA peLleHnsa O BKADYEeHMN noTeHunanbHoro baarononyyatena s
BnarotBopuTenbHyto  nporpammy  (NpM  HenpeaoCTaBNeHUM  3aABUTENEM
3aNPOLIEHHbIX AONOJHUTENbHbBIX OKYMEHTOB U MHbOPMALMK, Heobxoammbix Ana
NPUHATUA  pelleHns no  3asaBneHuto). Pykosoautens bnarorBoputenbHom
nporpammbl MHPopmupyeT 06 sTom 3assuTtena nwobbim yaobHbIM cnocobom,
MCNO/b3yA KOHTAKTHbIE AaHHble, YKa3aHHble B 3aABAEeHUN.

PeweHne o0 BKAKOYEHUMW nNOTeHUMAnbHoro bnarononyyatenda B bnaroTBopUTENbHYIO
nporpaMmmy NPUHMMaETcs IKCNEePTHbIM COBETOM NO Mepe NOCTyn/eHnA 3aaBaeHui (B Tom
Yyucne NOSIHOrO KOMM/EKTa AOKYMEHTOB) C y4ETOM BO3MOXHOCTM NPOBEAEHUA 3aceaHunm
JKcnepTHOro coseTa. 3acefaHUA JKCNepPTHOro coBeTa MOryT NPOBOAUTLCA MYyTEM OYHOrO
NN COBMECTHOIO AUCTAHLMOHHOIO MNPUCYTCTBUA C MCNONb30BaHNEM UHGOPMALMOHHBIX U
KOMMYHUKALUMOHHbIX TEeXHONOrMh. B cnyyae eguHOrNacHOro nNPUHATUA  pelueHuA
DKCNepTHbIM COBETOM O BKJ/KYEHUU WAW OTKa3e BO BKAKYEHUUM MNOTEHLMANIbHOro
bnarononyyatena B bnaroTBopuTenbHyld nporpammy Ha 3acefaHuMM C  OYHbIM
NPUCYTCTBMEM UAM C WCNONb30BAaHMEM WHOOPMALMOHHBIX M KOMMYHMKALNOHHbIX
TEXHONOMMIM, Takoe pelleHne DKCNepTHOro coseta odpopmaaeTca NPoTokonom. B cnyyae,



6.2.8.

6.2.9.

6.2.10.

6.2.11.

6.2.12.

€CIM Ha 3aceflaHUM DKCMEepTHOro COoBeTa C WCMONAb30BaHMEM MHGOPMALMOHHBIX U
KOMMYHMKALMOHHbIX TEXHOJIOTUI YNeHam, NPUCYTCTBYIOLMM Ha HEM, HE YAaN0Cb NPUNATH
K €4ANHOTrNACHOMY PELUEeHUI0 O BKIKOYEHUM UM OTKA3e BO BK/IHOYEHUM MOTEHLMANBHOMO
Bnarononyyatens B bnaroTBopuTesibHYtO MpPOrpammy, 3acefaHue IKCNEepPTHOro coseTa
NPOBOAMTCA MyTEM JIMYHOFO MPUCYTCTBUA HEMNOCPEACTBEHHO B MeCTe MpoBeAEHUA
3acepaHua.
Echv no uHbopmaumm, ykazaHHOW B 3aABAEHUM U MPUNATAaEMbIX K HEMY AOKYMEHTaXx,
cobniogeHbl  BCe  yCIOBMA  yvacTMAa  noTeHumanbHoro  bnarononyyatena B
BnaroTBopuTenbHoM nporpamme (nn. 5.2 HacToswen baarotBoputebHOM NPOrpammsl), HO
6roaKeT braroTBopMTENBHOM NPOrPAaMMbl HE pacno/iaraeT A40CTaTOYHbIMM CPeaCcTBaMM AR
$UHAHCMPOBAHMA PaAcxoaoBs, NPeayCMOTPEHHbIX 3aaBNeHMEM, DKCNEPTHbIM COBET BNpaBe
OTKasaTb  3aABMTEN0 BO  BK/AKYEHWW  noTeHuuanbHoro  bnarononyyatena B
BnaroTtBopuTtenbHyto nporpammy. Kpome Toro, peweHne ob oTKase B npenoCTaBAeHUN
61aroTBOPUTENBHON NMOMOLLY MOXKET ObiTb MPUHATO B C/y4anx, Koraa npeaocraB/ieHue
TakoW 61aroTBOPUTENIbHOM MOMOLLM He OTBeYaeT UeNam W YyCAOBUMAM HaCTOALWEWN
BnaroTBopuTENBHOWM NPOrPaMMmbl, B Cly4ae HECOOTBETCTBUA MHPOPMALUKN, U3NOXKEHHON B
3aABneHun, peanbHbiMm obcToATenbctBam M (MAM) NpeacTaBNEHHble CBEAEHUA HecyT
3aBeJOMO JIOKHYIO WMHOOPMALMIO, @ TaKXKe MO MHbIM OCHOBAHWAM HECMOTPA Ha
cobnoaeHne Bcex BblweobOO3HAYEHHbIX YCNOBMA W NapameTpoB brnaroTBopuTeibHOM
nporpammbl 6e3 06BACHEHMA NPUYNH.
PelweHne o0 BKAOYEHUM MOTeHUMANbHoro bnarononyyatena B Ocobbix cayyanx
npuHumaetca Cosetom PoHaa no npeactaBaeHuUto coTpyaHMKa PoHaa. K Ocobbim cnyyaam
B pPaMKax HacToswwen brarotBopmTeIbHOM NPOrpaMmbl OTHOCATCA:
® paccmoTpeHue 3aABAEHNA NPU NOBTOPHOM obpalleHUn 3aaBuTens B CyYasx, ecam
npu NepBMYHOM PACCMOTPEHMM 3aABNEHUA DKCNEPTHbIM COBETOM Obl/I0 NPUHATO
peweHve 06 OTKase BO BK/AWYEHWW NOTeHUManbHoro bnarononyyatena B
BnaroTBopuTENBHYIO MPOrpammy;
® C/lyyau, Korga CornacHo maTepuanam 3asBieHuUA, NPoBeAEHNE COOTBETCTBYHOLLMX
reHeTUYECKUX TECTUPOBAHUI U (UIN) UCCNe0BaAHUI He TEPMNUT OTAAraTeNbCTs, Npu
YCNOBUMU, YTO 3asBEHME COAEPKUT 06OCHOBaHME (B TOM YMCIe AOKYMEHTaNbHOE)
HeobX0ANMMOCTUN YCKOPEHHOTO PAacCMOTPEHUA 3aaBNEHUA.
MpuHATME  peleHMhn O  BKAKYEHUM  noTeHuuanbHoro  bnarononyyatens B
BnarotBOpuTENbHYIO NpOrpammy, OTHOCAWMXCA K KomneTeHuum CoseTa PoHAa,
ocywectenaetca Cosetom PoHAa No mepe NocTynaeHna 3aaBAeHN (B TOM YMCae NOSHOrO
KOMMJIEKTa ZLOKYMEHTOB) C y4ETOM BO3MOXHOCTM NpoBeAeHMA 3aceaaHuii Coseta PoHaa.
CoseT ®oHAa BrnpaBe NPUHATL pelleHWe o6 OTKase BO BKAOYEHMM MOTEHLMANBHOIO
Bnarononyyatensa B bnarotBopuTenbHyto nporpammy no AbbiMm OCHOBaHMAM 6e3
06BbACHEHUA NPUYMH.
PeweHne IKcnepTHOro coBeTa, a TakXe peweHne Coseta PoHAa O BK/IHOYEHUMU
noTeHumanbHoro bnarononyyatena B bnarotBopuTenbHylo nporpammy odpopmaseTca
NMMCbMEHHO B BMAE NPOTOKONA, 32 NOAMNUCLIO NpeacenaTeNa U CEKpeTaps 3aceiaHus.
CoTpyaHuk @PoHaa coobuwaer 3asaBUTENO O NPUHATOM peweHun NbbiMm yaobHbIM
cnocobom, NCnonb3yA KOHTAKTHbIE AaHHbIE, YKa3aHHble B 3aABNEHUMN.
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6.2.14.

6.2.15.

6.2.16.

Jltobana KoppecnoHAeHUMA, HanpaBaeHHan 3aasuTento PoHAOM, CHMTAETCA HanpaB/ieHHOM
Hagnexawmum o6bpasom, ec/iiM OHa Hamnpas/JeHa Mo afpecy 3/1eKTPOHHOM MNOoYThl,
yKasaHHoMy B 3anaBneHun. B cnyyae, ecam Hagnexawmm obpasom HanpasaeHHas PoHOa0M
KOppecnoHAEeHUMA He MoNyyYeHa aApecaTom Mo NpuyYMHam, He 3asBucAwmMm oT PoHAaa,
AaHHAA KOPPecCnoHAEHUMA CYMTAEeTCA MOJIyYeHHOW ajpecaTom, a COOTBETCTBYOLLME
lopuanYeckne  NocneacTBMA  HACTYNMMBWMMM €O AHA  HanpasneHus  PoHaom
COOTBETCTBYIOLWErO COObOLEHMA MO 3/1eKTPOHHOW noyTte. [paBuio, YCTAaHOBAEHHOE
HaCTOALWMM MOAMNYHKTOM, NMPUMEHSETCA TaKXKe M B C/y4yasx, Koraa oT aamMMHUCTpaTopa
cepBepa 6b110 NONY4EeHO COObLEHME O TOM, YTO HaNpaBAEHHOE MO 3NEeKTPOHHOM noyTe
coobuieHne He H6bIN10 AOCTAaBAEHO ajpecaTy.
MpuHATME  peweHWs O  BK/JAKYEHUM  noTeHuuanbHoro  bnarononyyatenas B
BnaroTBopuTENbHYIO NPOrpaMmy He HanaraeT Ha PoHA 06A3aHHOCTM NPEeAOCTaBUTb TaKyHo
61aroTBOPUTE/NIbHYIO NOMOLb. 15 BHYTPEHHMUX Lenei PoHAa yKa3aHHOEe peleHne MOXKeT
CNY)KWUTb OCHOBaHWEM [ANA Hayana peanus3aumm Meponpuatuii  bnaroTBoputenbHOM
nporpammbl No cbopy M aKKYMYy/JIMPOBAHUIO MOKEPTBOBAHUI B LeNax npenocTaBieHus
61aroTBOPUTENILHON MOMOLLM MO KOHKPETHOMY 3asiBJIEHUIO.
Mo obwemy npasuay 6naroTBOpUTENbHAA MNOMOLb OCYLWLECTBAAETCA B MNoOpAAKe
oyepeaHOCTM — MO JaTe MNPUHATUS pPelieHus O BK/IKYEHWW MOTEHUMANbHOro
Bnarononyyatens B bnarotBopuTtenbHyO nporpammy. B Ocobbix cnyyasx, Koraa cornacHo
MmaTepuanam 3asBieHUs, NpoBeAeHNEe COOTBETCTBYHOLMX FEHETUYECKUX TECTUPOBAHUI U
(nnn) nccnepgoBaHMin He TepnuT oTnaratenbcts, CoBeT PoHAa BNpaBe NPUHATb pPeLleHne o
npenocTaBaeHnn 61aroTBOPUTENIbHOM NOMOLLM BHE o4yepeamn B COOTBETCTBUM C nn. 6.2.9
HacToAwen braroTBopuTENBHOW NPOrPaMMBI.
®aKkToM nogaum 3asBneHMA O NpenocTaBAeHUn 6NaroTBOPUTENbHOWM MOMOLLM 3asBUTENb
noATBEpPKAAeT, YTO 03HAKOM/IEH, COr/TAaceH U NOATBEPKAAET CneayoLMe NONOKEHUSA:
® BbINOJ/IHEHbI BCE YCNOBUSA, MEpeYncsieHHble B nn. 5.2 HacToAwe brarotsoputenbHom
nporpammbl, Heobxoaumble ANA BKAOYEHUA B B1aroTBopuTEIbHYIO Nporpammy;
e 3aABMTE/NIb 03HAKOMJIEH C HacToAleN braroTBopuTeNbHOM NPOrpPamMmmMoin U cornaceH
C HeW;
® npeaocTaB/eHHble 3aABUTENEM AOKYMEHTbI COAEPKAT AOCTOBEPHYIO MHDOPMALMUIO;
® B C/lyyae yXyAleHua COCTOAHMA 340poBba BnarononyyaTena uaM HacTynaeHus
CMepTeNIbHOro Ucxoda Bo Bpemsa cbopa 1 nepeyncneHma HeobxogMmbix A5 ONNaThbl
reHeTUYeCKUX TECTUPOBAHUIN U (MNK) MccnefoBaHWUM, NPEAYCMOTPEHHbIX HACTOALLEN
bnaroTBopuTenbHOM nporpammon, OUHAHCOBBIX CpeacTs, 3anaBuTtenb,
Bnarononyyatens u (MAn) ynonHOMOYEHHbIE MM NLA HE MMEIOT HU K PoHAY, HU K
BnaroTBOpUTENAM HUKAKMX NPETEH3UN;
® B C/Ay4yae MNPUHATUA  MOJIOKUTENbHOFO  pelleHnMAa O  NpeaoCTaBAEeHUM
61aroTBOPUTENBHON NOMOLLM 3aABUTENb AaeT pa3pelleHne Ha MCNOo/b30BaHME U
nyb6anKkaumio (6e3 orpaHMUYEHUA NO KOIMYECTBY MOBTOPOB U CPOKAM MCMO/1b30BaHUSA
N pasmelLeHma nybamkaumin) ®oHaom u (nmn) TpeTbMmn nuamu ¢ cornacus PoHaa
B pamKax peanus3auuu bnaroTBopuTenbHoOM nporpammbl (B 4acTHOCTM  Ans
MHGOPMMPOBAHUA OOLLECTBEHHOCTU U TPETbUX NNL, O HEOHXOAMMOCTU NPOBEAEHUA
reHeTUYeCcKUx TeCcTUpoBaHMW U (MaM)  wuccnegosaHui  bnarononyyatento,



6.3.
6.3.1.

6.3.2.

npeaycMOTPEHHbIX HacToswen bnaroTBOpuUTENbHOM NpoOrpammon, B  Lenax
NPUBNEYEHNS CPEeACTB AN NPOBEAeHUA COOTBETCTBYHOLWLETO TFEeHEeTUYeCcKoro
TectTupoBaHusa 1 (nam) uccneposaHua bnarononyyatento, ana MHGOPMMPOBAHUSA
BnarotBopuTENnEe 0O NPOBEAEHHbIX TEHETUYECKUX TeCTUPOBAHUAX U (1aun)
nccnefoBaHMAX U B MHbIX cydanx) MHGopmaLumn, npeacTaBAeHHoM 3aaButenem ana
y4yactua B nporpamme (BKkatovasa PO bBnarononyyaTtens, non, rog poXKAEHUs, permMoH
NPOXKMBAHUA, UCTOPUIO BONe3HW, AaHHbIE, MOATBEPKAAIOLWME COCTOAHME 340POBbSA
Bnarononyyatens, pe3ynbTaTbl NPOBEAEHHbIX FTEHETUYECKUX TECTUPOBAHUIN U (Man)
nccneaoBaHun);

® B OTHOWEHWM NpegocTaBneHHoN Bnarononyyatento 6n1aroTBOPUTENIHOM MOMOLLM
®oHA, MOXKeT 3anpocuTb y 3asButens U (MNM) MeauuMHCKOM WU (MNM) HayvyHoWM
opraHusaunm nHGopmaumo 0 NPOBEAEHHbIX FTEHETUYECKUX TECTUPOBAHUAX U (1K)
nccnefoBaHMAX, B TOM umcne 06 ux pesynbTatax. 3aABMTENb COriallaeTcs
npegoctaBute ®PoHAy Takyto MHbOpMauMio. 3asBUTENb COrNaceH C Tem, 4To A0
MOMEHTa nony4vyeHnsa PoHAO0M 3anpoLLEeHHONW NHOPMALUM KOMMNIEKT NOAaBaEMbIX
3aABMTENEM AOKYMEHTOB SIBAAETCA HEMO/IHbIM M obpallieHne 3anaButens He byaet
PacCMOTPEHO JKCMEPTHbIM COBETOM A0 MOMEHTa NpeAoCTaBAeHUA 3anpallMBaemon
nHbopmMaLumn. 3aaBUTENb TaK¥Ke COrNallaeTcs, YTo Takaa MHGopMaLMa MOXKET BbITb
npegocrasneHa PoHAYy MeANLUHCKON U (MK) Hay4yHOM opraHu3aLUmMein, NpoBoasLLEN
COOTBETCTBYIOLIME reHETUYECKNE TECTUPOBAHMA U (MN) NCCne0BaHUS.

OpraHu3aumna NpesocTaBieHNa agpecHoi 6n1aroTtsopuTeNlbHOM NomMoLym

B pamkax peanusaumm bBnaroTBopuTeNbHOM MNPOrpamMmbl  OKasaHMe aapecHoM
6naroTBopuTenbHOM nomouwm bnarononydatensam, BKAOYEHHbIM B BnaroTBOPUTENbHYHO
nporpammy, ocyuiectsnsdetrcs B dopme onnatbl 3a cyeT cpeacts  brogkera
BnaroTBOpMTENBHOM NPOrpPaMmbl YCAYr MO NPOBEAEHUIO COOTBETCTBYHOLUMX FTEHETUYECKUX
TECTUPOBAHUI U (MKN) nccnenoBaHUi, NPeayCMOTPEHHbIX HacToALLLEN BaroTBopuTebHOM
nporpammoi (B YaCTHOCTM YKa3aHHbIX B M. 4.2.2. bnarotBopuTeNbHOM NPOrpaMmmbl), NyTem
nepeyncieHns no 6esHanMyHoOMy pacyeTy HeobXoAMMbIX CYMM Ha COOTBETCTByHOLLME
6aHKOBCKME cYETA MEAULMHCKUX U (MAKN) HAayYHbIX U(MAKN) MHBIX OPraHU3aLnii.

B pamkax opraHusaummn npoBeneHna reHeTUYeCKMX TeCTUPOBAHNI U (MKN) nccnefoBaHuUM
3a cyeT cpeacTs brogxKeTa baaroTBopMTENBHOM NPOrPaMMbl MOTYT BbITb OMIAYEHbI U UHbIE
YCAYrM, a TaKKe npoaykuma w paboTbl, Heobxogumble ANs opraHusaumm wu/unm
NpoBeAEeHUss TEHETUYECKUX TeCTUPOBaHWUM WU (MAK) uccnenoBaHWUM, NpPesyCMOTPEHHbIX
HacToAwen bnarotBoputenbHol nporpammon. HeobxoammocTb ycayr, npoaykummn n pabot
AN OpraHMsaumMm  NpoBeAeHMA  FeHEeTUYECKU-TeCTUPOBAHMM UM UCCAeaoBaHUM
onpeaensetca ®oHAOM C y4eTom pasyMHocT. OnnaTa ycnyr, NnpoayKkuMm u paboT ans
OpraHu3auuu NPoBeAeHUs reHETUYECKN-TECTUPOBAHNI U UCCIeA0BaHUIA OCYLLLECTBIAETCS
nyTem nepeyncieHMa no 6e3HaiMYyHOMYy pacyeTy HeobxoguMmbix CyMM  Ha
COOTBETCTBYIOLME BAHKOBCKME CYETA OPraHn3aLMii, OKasblBAKOLWNX YCAYTU, Pean3yowmx
NPOAYKUMIO U (MNK) BbINOAHAKOWMX PaboTbl, HeobxogMMble ANA OpraHu3auuu u/wmam
NpoBeAEHUss TEHETUYECKUX TeCTUPOBaHWM WU (MAKM) uccnenoBaHWM, NpPesyCMOTPEHHbIX
BnarotBopuTENbHOM Nporpammoit. bnaroTBopuTenbHas NOMOLLL He BblAAETCA B BUAE



6.3.3.

6.3.4.

6.3.5.

6.3.6.

Ha/NMYHbIX cpeacTB 3asBuTento unm bnarononyyatento, a TaKKe He nepeyncnaeTca Ha
JINYHbBIN cyeT 3assutena unm bnarononyyarens.

Ha ocHoBaHMM npuHATOro JKcnepTHbiIMm coBeTom wmnm CoBetom PoHAa pelieHua o
BK/IlOYEHMM NOTeHUManbHoro bnarononyyatensa B bnaroTBopuTenbHY0 NPOrpammy MexKay
doHaom u bnarononyyatenem wuaun 3asButenem (B 3aBUCMMOCTM OT MMMNEPaATUBHbIX
TpeboBaHM AENCTBYIOLLErO 3aKOHOAATEIbCTBA) 3aKN04aeTCA A0r0BOP O NPefoCTaBAeHUN
61aroTBOPUTENBHON MOMOLLM.

B pamkax peanusaumm bBnarotBopuTenbHOM nporpammbl  PoHA COTpyAHM4YaET C
MEAULUMHCKMUMU U (MAK) Hay4yHbIMM OpPraHM3auuaMK, NPOBOAALLMMMU TFeHETUYECKMe
TECTUPOBaHUA W (MAM) uccnepgoBaHMa U(MAM) UMHBIMKM - opraHusaumsamu. Ecam  ana
NpoBeAeHWUs FeHeTUYECKMX TeCTUPOBAHWUI U (MNK) uccneaoBaHUin TpebyeTca AMLEH3MA Ha
OCYLLECTB/IEHME MEAMUMHCKON AeATe/IbHOCTU, TO OpPraHusauma A0/KHA MMETb TaKyko
NMueHsnio. 3aasutenb u (nan) baarononyyatenb MMEOT NPaBO 03HAKOMUTBLCA C NEPEYHEM
N MHPopMaLmen 0 TaKUX MEAULMHCKUX U (MM) HayYHbIX OPraHM3aLMAX Kak 40 noaauu
3aABneHuA, Tak M nepen 3akn4YeHnem gorosopa mexgy PoHoom M 3asBuTenem Uam
Bnarononyyatenem, a Tak:Ke 0TKa3aTbCA OT npeaocTaBneHns ®oHaom 61aroTBoOpUTEIbHOM
MOMOLLM  HEnocpeaACTBEHHO A0  3aK/JK4YeHMA  [0roBopa O  NpenocTaBieHUM
6naroTBopuTeNbHON NoMmoLlm mexay PoHaom u 3aasutenem mam bnarononyyatenem. B
pamMKax opraHusaumMn npoBeAeHUs FEHETUYECKUX TECTUPOBAHWUI U (UK) MccieaoBaHMM
doHA  coTpyaHWYaeT Cc  NO6bIMM  OpraHM3auMAMM,  OKasblBAOWMMU  YCAYTH,
BbINONHAOLWMMN UMK PaboTbl UM peanusyowmMmmM NPoAyKLMI0, KOTOpble HEOBXOAMMbI
A5 OpraHM3aumm n(Mam) npoBeaeHUA reHeTUYECKMUX TECTUPOBAHNI U (UNK) UccneaoBaHUN,
a TaKXXe C OpraHu3auMamMM C MHOWM OeATEeNbHOCTbIO, YCAYrM KOTOpbIX Heobxoaumbl ANA
[ocTuKeHna PoHAOM Lenen, NnpeaycMOTPEHHbIX BiaroTBopuTeNIbHOM NPOrpaMmon.
doHA TaKKe MOXKET COTPYAHMYATb C MHbIMM OPraHN3aunsaMM, B YaCTHOCTU MeAULIUHCKMMMU
OpraHu3auMsamu, UMEKLWMMN COOTBETCTBYHOLWIME  JIMUEH3UM HA  OCYLLeCTB/eHue
MEAULUMHCKON AOeATeNIbHOCTU, HO HENOCPEeACTBEHHO He MNPOBOAAWMMU TFeHEeTUYECKUX
TecTMpoBaHuii 1 (ManM)  uvccnesoBaHWIA, NPeAyCMOTPEeHHbIX  BrarotBopuTenbHoM
NpPoOrpammon, ecnm TaKoe COTPYAHWYEeCTBO NpeaycMOTpeHo bnaroTBoputenbHoM
nporpammoi nMbo Npu COBOKYMHOCTM ABYX ycnoBuii: (1) coTpygHMYECTBO COOTBETCTBYET
uenam bnarotBopuTenbHoM nporpammbl M (2) ANA TAaKOro COTPyAHMYECTBA CyLLECTBYHOT
3KOHOMMYECKUE MU TEXHOIOTMYECKME NPUYUHBI.

dPoHA 3aKkN0YaET C MEAULIMHCKOM U (MIN) Hay4yHOM opraHM3alumen, oKasbiBaloLWen ycayrm
Nno NpoBeAEeHMUI0 reHeTUYECKUX TECTUPOBAHUI U (MAKN) uccneaoBaHM, NpesyCMOTPEHHbIX
HacToswen bnaroTBopuTeNIbHOM NPOrPaMMoN, AOrOBOP OKa3aHMA YCAYr, B CUY KOTOPOTo
YCAYTM MO  NPOBEAEHUID COOTBETCTBYIOLWIMX TEHETUYECKUX TECTUPOBAHUA U (KMau)
nccnefoBaHUMM OKasbiBatoTca bnaronosydatento. MNpu 3Tom no ycmoTpeHuto PoHaa
OOMNYCKAEeTCA 3aKNYeHNEe C MeUUMHCKOM U (MNKM) HAy4YHOW opraHuM3auMeint PaMoYvHOoro
[OroBopa Ha OKasaHuWe bnarononyyatensm ycayr nNO MNPOBEAEHUID TEeHETUYECKUX
TECTUPOBAHWI 1 (MKN) UCcCneaoBaHMN, NPeayCMOTPEHHbIX HacToAwel baarotBopuTenbHoOM
NpPOrpammon.

Mo npocbbe bnarononyyatens unm 3aAaBUTENA MOMKET ObITb 3aKNOYEH TPEXCTOPOHHMUM
norosop mexay ®oHgom, bnarononyyatenem uam 3asButenem U MeauULUHCKOM U (Mnu)



6.3.7.

6.3.8.

7.1.

7.2.
7.3.
7.4.

8.1.

8.2.

8.3.

8.4.

Hay4YHOM W(MNM) MHOM oOpraHM3aumen, oKasblBaloWen ycayryu nNo opraHusauuu u(unm
NPOBEAEHNIO TEHETUYECKUX TECTUPOBAHWUM W (MNM) UCCnenoBaHUM, NPeayCMOTPEHHbIX
HacToswen braroTBOpUTENBHOM NPOrPAaMMON.

B cnyyae npuHATMAa DoOHOOM peleHMAa O BKAYeHMM bBnarononyyatena B
BnarotBopuTENbHYIO Nporpammy W npu  HeobXxogMMOCTM CPOYHOrO NpPOBeAEeHUsA
COOTBETCTBYIOLWMX TEHETUYECKUX TECTUPOBaAHUMK U (MnM) uccnepoBaHuin, PoHA moxkeT
npeaoCcTaBUTb rapaHTUIHOE NMCbMO 06 oniaTe CYETOB HA OMATY COOTBETCTBYHOLWMX YCAYT.
OdopmeHne rapaHTUIAHOIo NMCbMa He OTMEHSIET He0bX0AMMOCTb 3aK/Il0YEeHNs A0roBopPa,
KaK 3TO npegycmoTpeHo n. 6.3.6. brarotBopuTeNbHOM NPOrpaMMmbl.

PykoBoguTenb bnaroTBopuTenbHoOW nporpammbl u(nnn) ampektop PoHaa opraHusyeT
B3aumogericteme 3aasutena u (unm) bnarononyyatens ¢ MeauULMHCKON M (MAKM) HayyHOM
opraHusaumnen, OCyLLECTB/AKOLWEN NPOBEAEHUE TEeHEeTUYECKMX TeCTUpPOBaHWK u (1nan)
nccnefoBaHMM B pPaMKax Hactoswen bnaroTBOpuUTeNbHOM NporpaMmbl, a TaKXke
OCYLLeCTBAAET  WHble  MOJIHOMOYMA, NpPeaAycCMOTpeHHble nn. 3.4  HacToAwen
BnaroTBOpuUTENBHOM NPOrPaMMbI.

7. CPOK PEA/ZIU3ALIUU BNATOTBOPUTE/IbHOM NPOrPAMMDI

BnaroTBopuTenbHaA nporpamma ABAAETCA AO0ArOCpovHOW. [eatenbHoctb PoHpa no
peanusaunm bnaroTBOPUTENbHOW MPOrPaMMbl HOCUT HENPEpbIBHbIM W ANALMIACA
XapaKTep B Npeaeniax CpoKa ee peanmsaLuu.

[ata Hayana peanusaumnm bnaroTBoputenbHoM nporpammsl: «21» gekabps 2020 roaa.
[aTa oKoHYaHWA peannsaummn bnaroTtBoputenbHOM Nporpammel: 6eccpoyHoO.
Peanuszauua bnarotBoputenbHOM Nporpammbl MOXKET HbiTb MpeKpalleHa AOCPOYHO, B
TOM 4ncne B €BA3U € npuHATMEM DPOHAOM HOBOM 6/1aroTBOPUTENBHOM NPOrpPammbl Mo
peweHunto Coseta PoHaa.

8. CMETA (BIOAXKET) B/IATOTBOPUTE/IbHOM MPOrPAMMDI

CmeTta bnarotBoputenbHOn nporpammbl yTeepaaetca peweHnem Coseta PoHAa Ha
KaXablh GWHAHCOBBIM rod, B TeYeHMe CpoKa peanusaumm bnaroTBopuTenbHOM
nporpammbl. PUHAHCOBbLIN rog, ycTaHaBaMBaeTca ¢ «01» AHBAPA KaxKA0ro KaneHaapHoro
roga. CmeTta Ha nepBbii GMHAHCOBbLIN oA, peannsaunmn bnaroTtBopuTenbHON NpPorpammel
COCTaB/IAETCA HA Nepuog C AaTbl HaYana peanusaunmn bnaroTBopuTenbHOM Nporpammel
A0 O03aTbl OKOHYAHMA TaKoro GUHAHCOBOro roaa.

ExxerogHaa cmeTta bnarotBoputenbHom nporpammbl  cOpMMpOBaAHA Ha  AaTy
yTBEepKAeHUsA nporpammbl (MpunoxkeHne Ne 3 K BraroTBopuTenbHOM Nporpamme).
YTBepKAeHHaA cmeTa bnarotBopuTenbHOW MPOrpamMmbl Ha KarKAbl GUHAHCOBBIN oA,
ABNAETCA HeoTbeM/JIeMOM 4acTbio bnaroTBopuTeNbHOM Nporpammbl U npeacTaBnseT
coboi BrogKeT npegnonaraemblx NOCTYNAEHUN 1 pacxonos PoHaa.

[JeHexHble cpeacTBa, KOTOPbIE OCTAOTCA HEM3PACXOA0BAHHBIMM MO UTOraM 3aBepLLIEHMA
Karkaoro ¢GpuHaAHCOBOro roga, AOMXKHbl OblTb y4TeHbl B COOTBETCTBYHOLMX CTATbAX
GroarKeTa cMeTbl Ha ceayowmnin GUHAHCOBbIN rog,.



8.5.

8.6.

8.7.

8.8.

8.9.

N3meHeHUns u/mnan gononHeHua B cMeTy bnaroTBopuTenbHOM NporpaMmbl MOTyT ObiTb
BHeceHbl B 1tob6oe Bpema B TeyeHne GMHAHCOBOro roaa Ha OCHOBaHWM pelweHua CoseTa
doHpa.

Mo OKOoH4YaHuM ¢uHaHcoBOro roga PykoBoguTenb bnaroTBOpUTENBHON NPOrpPamMmbl
roTOBUT OTYET 06 UCNONHEHUM CMeTbl BraroTBopuUTENBHOM NPOrPammbl M NpeaocTaBaAeT
ero Ha paccmoTtpeHune Aupektopa PoHaa. Aunpektop PoHAA TaKKe BNpaBe NPUHATb
peweHne O HeobXo4MMOCTU MNPOMENKYTOYHOIO EXEeKBAPTa/bHOrO PaCCMOTPEHMUA
BOMPOCA O npouecce NCNONHEHUA CMETbI.

[eHexHble cpeacTBa, oOcCTalowMeca NO  WUTOramM  3aBepLIeHMA  peanusaumm
BnarotBOpuUTENBLHOM NPOrpammbl, € cornacus bnarotsoputena moryT 6biTb HanpaBAEHbI
Ha MHble Lenn, npegycmoTpeHHble Yctasom PoHaa.

CpOK MCNoNb30BaHMA AEHEeXHbIX CPeACTB, NOCTYNMBLUMX B KAYECTBE MOXKEPTBOBAHUN Ha
peanusaumto braroTsopuTenbHOM Nporpammol B nepmos, eé encTBuA He OrpaHnYeH.
Pacxozbl, cBA3aHHbIE € ynpaBieHnem bnaroTBopuTenbHOM NPOrpaMmon, onlaynBatoTca
3a cyeT cpeacTB b6roaKeTa bnaroTBopuTeNIbHOM NPOrPammbl.

9. NOPAAOK NPEAOCTABNEHMA OTYETHOCTM NO BNATOTBOPUTE/IbHOM NPOrPAMME

9.1.

9.2.

9.3.

doHa npepocTaBnseT oOT4ETbl O CBOEW 6saroTBOpUTENIbHOW AeATesbHOCTM U 06
MCMONb30BaHMM CBOEIO0 WMMYLLECTBA B MNOPAAKE, YCTAHOBNEHHOM AEMCTBYHOLLMM
3aKoHoaaTenbcTBoM Poccuinickon dPepepaumm n Yctasom PoHaa.

Onpektop doHaa npeactasndetr Cosety ®oHaa m Moneuntenockomy Cosety PoHAa
COOTBETCTBYIOLLME OTHYETbI O peanm3aumm baarotBopmuTenbHOM NPOrpammbl.

[JoroBopom noXepTBOBAaHMUA, 3aK/NOYEHHbIM Mexay bnarotBoputenem u PoHaoMm,
MOKeT ObITb NMpeaycCMOTPEHO NpenocTaBaeHWe oTyeTa bnarotsoputento o Lenesom
ncnonb3oBaHMM @PoOHAOM  MONYYEHHbIX MOMKEPTBOBAHUM U (MNM)  AOKYMEHTOB
OyxranTepckoro y4yeta. Takol OTYET MOXKET ObITb COCTaBAEH B NPOM3BONAbHON dopMe,
ecin MHoe He 6yaeT yCTaHOB/NEHO COOTBETCTBYHOLIMM [OrOBOPOM MOXKEPTBOBAHMUA
mexay bnarotsoputenem n doHaom.



