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1. OBIIME ITOJOXXEHUSA

1.1. bnarorBoputensHas nporpamma «l'eHeTHUeCKHe MCCJIEIOBAHUS ISl
JAeTel ¢ MoA03peHreM Ha HACJIeICTBeHHbIe 3200/1eBaHUs, ACCOLUMPOBAHHbIE C
KJIMHUYECKONl KAaPTHHOH, AMATHOCTHPYEMOH KaK JAeTCKHil LepedpajbHbI
napajmy, U X poauresaei (Mpu HAJIUYNH MeIUIMHCKHUX MOKa3aHMii)» (1anee —
[Iporpamma) pazpadorana braroTBoputenbHbIM (OHAOM MEIUKO-COIUATBHBIX
reHeTHYeCcKuX MpoekToB nomomu «l'enom XKuzum» (nanee — @onn). IIporpamma
YTBEPXKJIEHA B COOTBETCTBUM C ['paxkmanckum komekcoMm Poccuiickon denepamuu,
®denepanbHbIM 3aKkOHOM OT 12 sHBaps 1996 roga Ne 7-D3 «O HekoMMepUYECKHX
opraHuzanusx», OeaepanbHbiM 3akoHOM OT 11 aBrycra 1995 roma Ne 135-@3 «O
OJIarOTBOPUTETHLHOMN JEATETHLHOCTH U OOPOBOJIBUECTBE (BOJIOHTEPCTBE)), HHBIMU
3aKOHOAATEIbHBIMU HOPMATUBHBIMU MTPAaBOBBIMHU akTamu Pocculickoit @enepanuu
u YcraBom PoHJa.

1.2. IIporpamma ompenenser Ueiau, MEpOIPUSATUSL, OKUIAEMbIE PE3YJIbTAThI,
KpUTEepUH OoTOOpa Oraromoiiydaresieil, MeXaHu3M U CPOK peaiu3allid, MOPsI0K
(GbopMHpOBaHUSL CMETHI, MOPSAOK NPEIOCTABIECHUS OTYETHOCTH O peaU3alHH
MPOTPAMMBEL.

2. TEPMHUHBI U OITPEJAEJIEHUSA
Hercknii nepedpanbublii nmapanuyu (ALII) — nmapamuu (L) - rpymnmna
CTaOWJIbHBIX, HENPOTPECCUPYIOIIMX HAPYUICHUH  pa3BUTUS  MOTOPUKUA U
MOJIZIEP’)KaHUS T03bl, BEAYIIMX K JBUTATEeNIbHBIM jedeKkraMm, O0O0yCIOBICHHBIM
MOBpEXJeHWEM U (WIM) aHOMaJluel pa3BUBAIOIIETOCS TOJOBHOTO MO3ra y Iioja
VI HOBOPOXAEHHOTO peOeHKa.

3. YIIPABJIEHUE ITIPOT'PAMMOM
VYmpaBienue  mporpamMMoil W (UHAHCHPOBAHHE €€  peau3aluu
ocymecrtisiercss  @PonpoM.  Peamusaunms  IIporpammbel  mpemycMmarpuBaer
dopMupoBaHUE  €XKETOAHOIO  IUJIaHa,  BKJIOYAKOLIEro  o0beM  OKa3aHUs
OnmaroTBOpUTENbHON momomu. [lnan peanuzanuu COMIACOBBIBAETCS C BBICIIMMU
opraHamu ynpasieHus Ponpa. EXerogHeil OTYET O pe3yibrarax peaau3aluu
IIPOTPaMMBbI NPEAOCTABIIIETCS B BBICIIME OpraHbl yrpasieHuss PoHna.

4. HEJU, MEPOIIPUATUA U
O KNUIAEMBIE PE3YJIBbTATBI ITPOT'PAMMBI
4.1. Heasmu IIporpamMmbl ABJISIIOTCS:
e OKa3aHHE OJarOTBOPUTEIHLHOM ITOMOIIM B OPTaHU3AMH U (MJIN) TIPOBEICHUN
TEHETUYECKUX HCCIeNoBaHUK s nererd ¢ auarHo3oM JIIII, y xoTopsix

NpOSBIICHUS 3a00JIeBaHUsS WIM JaHHbIE JIA0OPAaTOPHO-MHCTPYMEHTAIBHBIX
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4.2.

4.3.

METOJIOB HCCJIEIOBAHUSI HE TMOJHOCTHIO COOTBETCTBYIOT KIMHUYECKOU
kaptuse JI11I1 1 MoTyT SBISTHCS TPU3HAKAMH HACJIEICTBEHHOTO 3a00IeBaHIS
(manee — aetu ¢ auarno3om JILII);

BBISIBJICHUE T€HETUYECKUX TIPUYMH HACIIC/ICTBEHHBIX 3a00JICBaHUMN Y JIETEH C
nuarsozoM JIIIII, m moaroroBka HaydHBIX NyONMKAMK U JOKJIAI0B Ha
Hay4YHO-TIPaAKTUUECKUX KOH(GEPEHIIUIX 110 JaHHON TeMe;

dbopMupoBaHHUE TeHETHUYECKOM M (EHOTHUITMUECKOM Oasbl JaHHBIX JETEH ¢
nuarno3om JILII;

pa3paboTka peKoOMEeH Al 10 COBEPIIICHCTBOBAHUIO MTOAXO00B K OKa3aHUIO
MEIUIIMHCKOM TIoMoIM mnanueHTtam ¢ jguarHo3oMm JIIII Ha ocHOBe
pe3yabTaroB peanusanuu [IporpaMmei.

B pamkax IIporpamMMsbl nox okazaHueMm «0J1aroTBOPUTENIbLHON MOMOIIN»
OCYIIEeCTBJISIETCS MPeA0CTABJIeHHE 0JIar0OTBOPUTEILHOM MOMOIIM 110:
OpraHu3allid W TPOBEICHUI0 T€HETUYECKUX HCCIIEIOBAHUM, B TOM YHCIIE
MOJIHOTEHOMHOMY CEKBEHHPOBAHHIO, CEKBEHUPOBAHUIO 110 MeTony CaHrepa,
XPOMOCOMHOMY MHKpoMaTpuyHoMy aHanuzy (XMA), d¢uroopecieHTHON
rubpuauzanuu in situ (FISH) u xapuotunupoBanuio;

MPOBEACHUIO TPEATECTOBOM U MOCIETECTOBOM KOHCYIbTALlMI Bpauya-reHeTHKa
U pa3paboTKe Il POAMTENCH MNpU HATUYUU MEAUIMHCKUX TOKa3aHUM
pEeKOMEHIaluii 10 TPO(IIAKTUKE BBIABICHHBIX T€HETHUYECKUX PHUCKOB C
LEJIBI0 POXKACHUS Y HUX 3J0POBBIX JETEMH;

MEIUIIMHCKAsg MaplIpyTU3aluy OJjaronoiydareieil ¢ y4eToM pe3yJbTaToB
TEHETUYECKUX MCCIICIOBAHUN U TTOCIEAYIOMIAs KypalHusl.

JIs  1OCTH:KeHHMsI TOCTaBJIeHHBbIX uedeill B pamkax Ilporpammbi
peaju3yercsi  KOMILUIEKC  MeponpusaAtTHd, peamusyeMblx  DoHgom
CaMOCTOSITENIbHO U (WJIM) C TPUBJICYCHUEM CTOPOHHUX KOMMEPUECKHX H
HEKOMMEpPYECKUX OpraHu3aluii, CHEeHHAIN3UPYIOIIUXCS Ha OKa3aHUH
OJ1arOTBOPUTEIBLHOM ITOMOITH JeTsM ¢ quarao3om (LTI (mpu HeoOxoqumMocTu
u 1o cornnacoanuto ¢ CoBerom DoHA):

nHOOPMHUPOBAHHE HACETIEHUS W TOTCHIMAIbHBIX OJaromoiydaresiei o
[Iporpamme;

OIICHKA MEIUIIMHCKON JOKYMEHTAIlUU Ha TIPEIMET COOTBETCTBUS IUArHO3Y U
dbopMHUpOBaHUE 3aKITIOYCHHS C PEKOMEHIAIMSMHU TPOBEJCHUS TCHETHIECKUX
HUCCIIeI0OBaHUM;

OpraHu3aIus MPEATECTOBOTO KOHCYJIBTUPOBAHUS OJIaromonyyarenei;
OpraHu3ainys W  NOPOBEACHHE TIE€HETUYECKUX  MCCICHOBAHMM A
Onmaromosrydaresieii, BKIIOYas OpraHU3aluio cbopa U JOCTaBKH 00pPa3IoB
KpoBH OJiaromnosryyaresieil B 1abopaTopuio;
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4.4.

MOJTyYCHHE PE3YJITATOB HUCCIEAOBAHUNA U3 JTAOOPATOPUU M OpTraHU3AIMS HX
HarpapJIeHUs OJaronory4areisaMm;

(dbuHaHCHpOBaHUE TPOBENCHUSA WCCIEOBaHUM, TONyYEeHHUE pe3yJIbTaTOB
ucceoBaHUA W3 Jaboparopud U OpraHu3alus HX  HalpaBICHUS
Onaromnosydaressim;

OpraHu3alys MPOBEACHUS KOHCYJIbTAIMN Bpaya-T€HETUKA IO PE3yJIbTaram
MCCIIEOBAHUN C ITOATOTOBKOW MEIUIIMHCKOTO 3aKIIOYCHUS;

HaIpaBJICHUE PE3YJIBTATOB ITPOBEICHHBIX UCCIEAOBAHUI O1aronoayydaTesiy;
WHJMBUAYAJIbHBIMA  IJIAHAMH  CONPOBOXKICHUS W MapIpyTU3ALMHU
OnaronoJrydareseil mo pe3yabraraM HCCIEA0BAHMIM;

dbopMHpOBaHUE €KEKBAPTAIILHON aHATUTHYECKOW OTYETHOCTH O pe3ysibTaTax
peanuzanuu [Iporpammer;

dbopMupoBaHuE TeHETUUYECKOWM M (EHOTUIIUYECKOW 0asbl JAHHBIX JAETEH ¢
HACJICJICTBEHHBIMH 3a00JICBAaHUSIMU, ACCOIMUPOBAHHBIMU C KIMHHYECKOU
KapTUHOM, quarHoctupyemon kak JJLI1.

pa3BUTHE HAYYHBIX HCCIENOBaHUNU B cdepe TEeHEeTUYECKOM TUarHOCTHKU
HACJIEICTBEHHBIX 3a00JIEBaHUN;

MOJITOTOBKA HAYyYHBIX MYyOJMKAlUA W JIOKJIAJI0B HAa HAyYHO-TIPAKTUUYECKUX
KOH(EpPEHIUSIX IO CJIOXKHBIM Cly4asiM JIMarHOCTUKUA HACJIEACTBEHHBIX
3a00JIeBaHM, aCCOLIMMPOBAHHBIX c KJIINHUYECKON KApTHUHOU,
nuarsoctupyemoi kak JILUT;

ITOATOTOBKA AHATUTHYECKUX MAaTEPUAJIOB JIJII COBEPIIEHCTBOBAHUS ITOIXO0B
K OKa3aHWIO0 MEIULIMHCKOW ITOMOIIHU ITarueHTam ¢ guarao3oM LI Ha ocHOBE
pe3ynbraroB peanusanuu [Iporpammer;

npuBjieueHue JOOpPOBOJBIEB  (BOJOHTEPOB) B  LENSAX  pean3alluu
IIporpamMmel.

Oxunaembie pe3yabrarsl peanausanuu IlporpamMmmebr:

MOBBIIICHUE JIOCTYIHOCTA TE€HETUYECKUX HWCCIENOBAHUM ISl JACTEU C
nuarnozoM JIIIII, y koTopbix mnposiBieHus 3a0ojieBaHUs W (WJIM) JaHHbBIC
71a00paTOPHO-UHCTPYMEHTANIBHBIX METOJOB HMCCIEOBAaHUS HE MOJHOCTHIO
COOTBETCTBYIOT KINMHNYECKOM KapTuHe IL{I1 1 MOryT SBIATHCS MpU3HAKAMMU
HACJIEICTBEHHOTO 3a00JICBaHMS;

noBbillieHHe  A((PEKTUBHOCTU JICUCHHS U peadwiuTanuu  JeTed  C
BBISIBJICHHBIMH ~ T'€HETUYECKUMM BapuUaHTaMH, aCCOIMUPOBAHHBIMH C
pa3BUTUEM KIIMHUYECKOU KapTUHBI, AuarHoctupyemoint kaxk JJLIT;
aHAJIMTUYECKUE MAaTepUaJIbl JJIsl COBEPIICHCTBOBAHUS MOAXO/I0B K OKa3aHUIO
MEIUIMHCKOM mnomomuy TmanuenTtam ¢ auarHo3om JIIII Ha ocHOBe
pe3ynbTaroB peanusaiuu [IporpamMmsi;
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e cCHIDKeHHE OpeMeHM  HaCJIENCTBEHHBIX  3a00JieBaHMH HAa  OCHOBE
pO(UIAKTUKY TEHETUYECKUX PUCKOB;

e (dopmupoBaHue 0a3bl TeHETUYECKUX U (PEHOTHIMHYECKUX HaHHBIX JETEH C
HACJIEICTBEHHBIMU 3a00JI€BaHUSIMU, ACCOIMUPOBAHHBIMU C KIMHUYECKON
KapTUHOM, quarHoctupyemon kak J{LII1.

S. KPUTEPUM OTBOPA BJIATOIIOJIYUYATEJIEH
JJIS YHACTHUA B ITPOT'PAMME

5.1. B IIporpaMme B Ka4ecTBE MOTEHUMAIBHOrO biaromnomydarens MOryT
MPUHUMATh yyacTue rpaxnane Poccuiickoit @eaeparuu — netu B Bozpacrte ot 0 1o
18 ner ¢ momo3peHWeM Ha HacleACTBEHHOE 3a00JeBaHUE, aCCOLMHPOBAHHOE C
KJIMHUYECKON KapTUHOW, auarHoctupyemon kak [IIII, a Taxxke, mpu Hamn4uu
MEIVLIHUHCKAX TOKa3aHWM, WX PONUTEIM W APYrM€ PpOACTBEHHUKH, HMEIOILINE
OHMOJIOTUYECKOE POJICTBO C peOEHKOM (IIEPBOIl MJIM BTOPOM CTENIEHU POJICTBA).

5.2. Jlna yvactuss B lIporpamme y mNOTEHIUAIBbHBIX OJarornoiyyaresncit
JIOJIKHBI OBITH BBISIBJIEHBI IPU3HAKHU, CBUAETENIbCTBYIOLIUE O TOM, YTO KJIMHUYECKas
KapTuHa Yy peOeHka oOycnoBieHa He oueBuaAHbIMUA st JIUIT npuumnamu
(HampuMep, epUHaTaILHON TPaBMOM), a TEHETUYECKUMHU (PaKTOpaMu:

- TsDKENasi KIMHUYEeCKas KapThHa 0e3 yKa3aHuW Ha MepUHATaIbHOE
MOpaXCHUE LEHTPAIBHOM HEPBHOM CHUCTEMBI (HEIOHOIIEHHOCTh 2-4 CTEIeHH,
AllepHas JKeNTyxa, JJINTENbHAs AaHTeHaTalbHas/ WHTpaHaTajdbHas ac(UKCHs,
BHYTpHUUYEpENHOE/ BHYTPUMO3IOBOE KPOBOUBIMUSHHE, TSHKENas BHYTPUYTpoOHas/
HEOHaTallbHass MHQEKIMs, pa3BUBIIAicS Tuiapouedanus, TpaBMa TOJIOBBHI,
OCTAHOBKA JbIXaHUs/ cepaueOHeHMs, NMPU3HAKU JIPYTOro OCTPO Pa3BUBLIETOCS
COCTOSIHUSA);

- HecooTBeTcTBUE MPT-kapTuHbBI TSKECTH cocTosiHUSI pedenka; MPT-
KapTHHA, YKa3bIBAIOILAsl HA IIPOTPECCUPYIOLLYI0 HEUPOAECTEHEPALIUIO;

- MeTa0oMMYeckrue WM OHOXMMHYECKHME U3MEHEHUs Yy peOeHKa,
XapaKTepHbIE JI HACIEICTBEHHBIX 3a00JIEBAHUI;

- WHTEJJIEKTYaIbHbIN neuuuT, 3a/IepKKa pe4YeEBOTO W
IICUXO3MOIIMOHAJILHOTO  Pa3BUTHUS  (3aJ€pKKa  IICHUXOPEYEeBOro  pa3BUTHUS/
PacCTPOMCTBO ayTUCTHYECKOTO CIIEKTpa), He COOTBeTCTBYIOmME TeueHuro JIIIIT;

- pPE3UCTEHTHOE  TEYEHHE  OHWICNCHUM  WIH  SHHIenTUGOpMHAs
aKTUBHOCTH Ha 3JIEKTpO3HLE(Darorpamme;

- perpecc NMpUOOPETEHHBIX HAaBBIKOB; MPOTPECCUPYIOIIEE YXYAIICHUE
COCTOSIHUSL TIOCJI€ «CBETJIOT0 TMPOMEXKYTKa»; BBIXOJ pEOCHKa Ha «IJIaTo» B
OTHOIIEHUH €0 COCTOSIHUS NPU HAMYUH JICUSHUS/ peaduIUTalNH;



- HeCcTaOUJIbHOE, MPUCTYNO0OpA3HOE TeUeHHUE 3a00JIeBaHMS, 3aBUCUMOE
OT BPEMEHH CYTOK, NMUTAaHUA WIA (PU3NYECKON aKTUBHOCTH, KOTOPOE MOXKHO
paccMaTpHuBaTh Kak MPOSBICHUE HACIEICTBEHHOTO 3a00JIeBaHNUs;

- PUTHUIHOCTBH MBI BMECTO CHACTUYHOCTH, U30JIMPOBAHHAS MBIILICUHAS
TUIIOTOHUS, BBIPA)KEHHAS] aTaAKCHS;

- HapylIEHUsI TJIa3HOTO [IBWKEHUs, arpodus 3pUTEIBLHOTO HEpPBa,
petuHonarus, He xapakrepusie s JILIT;

- NpU3HAKK TEepUPEPUUECKOro TMOpakeHUs (CHIKEHHE pedrekcos,
MOTEPS] YyBCTBUTEIBLHOCTH);

- BPOXKJICHHBIC TTOPOKU Pa3BUTHS, MUPOKUN KOMIUIEKC (MATh U 0oJiee)
«MaJIbIX» aHOMAJMK Pa3BUTHSA, CTOWKOE HapyleHue (GYyHKIHUNA IPYTUX OPraHOB U
CUCTEM OPTaHU3Ma;

- HaJINYUE POACTBEHHUKOB CO CXOKUMU KIIMHUYECKUMU IPOSIBICHUSIMU
3a00JIeBaHMsI, KOTOPOE MOXKHO TPAKTOBATh KaK HACIEICTBEHHOE;

- OTCYTCTBUE  OOBSCHAIOIIMX  COCTOSHUE  PE3ylIbTaTOB  JIPYTUX
T€HETUYECKUX WCCIICIOBAHUI (KapuOTHUIUPOBAHUE, XPOMOCOMHBIN
MUKpOMATpUuHbIN aHanu3 (XMA), naHeiau TeHoB U JIp.).

- B IPOTPAMMYy HE MIPUHUMAIOTCA JETH, KOTOPHIM PAHEE y>KE MPOBEICHO
IIOJTHOT€HOMHOE CEKBEHUPOBAHUE.

6. MEXAHUW3M PEAJ/IN3AIINU ITPOI'PAMMBbI

6.1. OrtHomenus ¢ baarorBopurtejsiMu U 100POBOJILIIAMHA

6.1.1. ®ona obecneynBarOT JAOCTYMHBIMH UM CIOCOOAMH JIOBEJICHHUE J10
CBEJICHUSI HEOMPEICTIEHHOTO Kpyra Jinil uHdopmaiuu o peanusanuu [Iporpammel,
ee 1eJiel, MPOBOJUMBIX MEPONPUSITHUIX, a TAKKE O PEKBU3UTaX OAHKOBCKOTO CYETa
®oHna ans cobopa ONAroTBOPUTENBHBIX B3HOCOB M MOKEPTBOBAHMM B pamKax
IIporpammel.

6.1.2. [lepenaua noxeprBoBanuss PoHIy WM OOCIIaHUE TOXEPTBOBAHUS B
Hensax peanuzauuu [IporpaMmsl peryaupyercst J1elCTBYOIMIMM 3aKOHOIATEICTBOM
(BKJIFOUAsi, HO HE OrpaHUYMBasich, CT. 582 Ipaxkmanckoro koaekca Poccuiickoit
denepariun).

6.1.3. B cnyyasx, mNOpeayCMOTPEHHBIX 3aKOHOJATENIbCTBOM Poccuiickoii
deneparuu, MOXEPTBOBAHWE  OCYIIECTBISETCSI HAa OCHOBAaHWHM  JIOTOBOpa
MOXKEPTBOBAHMS, 3aKIIOUEHHOTO Mexy brarorBoputenem u @oHAOM.

B ocranpHBIX ciyyasx OrOBOpP MOKEPTBOBAHUS MOXET OBITh 3aKIIOYCH B
nucbMeHHOW (opme mno wunHunmaruBe bmarorBoputens u @DoHma, a Takke
MOXKEPTBOBAHUE MOXKET OBITh COBEPIICHO MyTeM (PAaKTUUECKOTO MEePEYUCICHUS U
(M) mepenaud MOXKEPTBOBaHUS B Tonbly DoHma s uened Ilporpammbl u



opranuzauud  paborsl @DoHJA B OTCYTCTBMM  MHCHBMEHHOrO  JOTOBOpa
MO’KEPTBOBAHMSI, 3aKJIFOYEHHOIO Me 1y biiarorBopurenem u @oHAOM.

6.1.4. [IporpaMmMa He OrpaHWYMBaET NpPaBo biaaroTBOpuTENs MPEAOCTABUTH
noxkeprBoBaHre DOHIy C IEJEeBbIM HA3HAYEHHEM HAa OCHOBAHHMM OTAEIIBHOIO
JIOTOBOPA MOKEPTBOBAHUSI.

6.1.5. Ina  peanuzauum  I[Iporpammber  DoHA  MOXKET  IPUBJIICKAThH
n00poBoiblieB. JI0OpOBOJNBIIEI MOTYT OBITh MPUBICYEHBI B TOM YHUCJE ITyTEM
3aKJIIOUEHUS] JOTOBOpa Mexay noopoBosblieM u Ponpom. I[Ipeamerom Takoro
IPAKJAHCKO-TIPABOBOTO  JIOTOBOpPA  SIBISIIOTCS  O€3BO3ME3HOE  BBIIIOJIHEHHE
no0poBosiblieM paboT W (WIM) OKa3aHWE YCIyr B pamMKax OJaroTBOPUTEIHHON
NEeATEIbHOCTH.

6.2. Paccmorpenue 3asBieHui 0 NPeA0CTABICHUU
0JIarOTBOPHUTEJILHOM MOMOIIU M 0TOOP MOTEeHUUAJIbHBIX biiaromosyuareJiei

6.2.1. OcHOBaHMEM MHHMIMALIMM PACCMOTPEHMS BOIPOCA O MPEIOCTABICHUU
0JaroTBOpPUTEIBHONM MOMOIIM siBisgeTcs oOpamenue 3asButenss B DoHg ¢
3asIBJICHUEM O MPEJOCTABICHUH OJaroTBOPUTEILHOMN MOMOIIH (Jajee — 3asBICHUE)
U colllachueM Ha 00pabOTKy MEPCOHANIBHBIX TaHHBIX (Hanee — Coracue).

6.2.2. 3agBUTENIEM SABISIETCA POAUTENb WIM 3aKOHHBIM IPEICTaBUTEID
pebeHKa ¢ MOJ03pEHUEM Ha HACJEACTBEHHOE 3a00JI€BaHUE, aCCOLMHUPOBAHHOE C
KJIIMHAYECKON KapTuHOM, nuarHoctupyemoit kak JIIII, koropoMmy HeoOXxoaumo
IIPOBEJICHNE TEHETUYECKUX UCCIIEAOBAaHUM /U1l yCTAaHOBJICHHSI IMAarHO3a.

bnaronomnyyarenem siBasieTcss peOEHOK C MOJO3PEHUEM Ha HACl€ACTBEHHOE
3a00JIeBaHNE, ACCOLIMUPOBAHHOE C KIMHUYECKON KapTHHOMW, JUAarHOCTUPYEMOM Kak
JUII, xoTtopoMy HEOOXOIMMO HPOBENECHUE TE€HETUYECKHX HCCIEIOBAaHUN MJis
YCTAaHOBJIIEHHUsS] ~ nuarHo3a. llpy  HamMuyuum  MEAMIMHCKUX  TOKa3aHWM,
OJaronoJy4areasiMu MOTYT SIBJISITBCSL TAK)KE POAMTENN pEeOCHKA C MOJA03PEHUEM Ha
HACJIEJICTBEHHOE 3a00JIeBaHME, AaCCOLMUPOBAHHOE C KIMHUYECKONW KapTUHOM,
nuarHoctupyemoit kak JIIII, a takke apyrue poICTBEHHUKM | M 2 cTeNneHH
pPOACTBA, HMMeEIOIINE OHOJIOTUYECKOE POJICTBO C PEOEHKOM, €CIM IPOBEACHUE
TeHEeTHYECKUX MCCIIEIOBAaHUI HEOOXOUMO JIJisl yCTAaHOBIIEHUS TUArHO3a.

6.2.3 Ilognucannsie 3asButeneM 3asBiicHue U (Cornacue, a TakKe KOIHMU
JIOKYMEHTOB, HEOOXOUMBIX JIJI1 PACCMOTPEHUS BONPOCA O BKIIFOUEHUH 3asBUTEIIS B
[Iporpammy Hampasistorcss B DOHA 1O  AJIEKTPOHHOM IIOYTE, ITOYTOBBIM
OTIIpaBJICHUEM Ha MOYTOBBIN afpec Doupa, mbo nepearorcs B GoHA TUYHO:

- KOTIMS CBUIETEILCTBA O POXKACHUH peOeHKa 100 KoM macnopTa (s
JIeTel, TOCTUTIINX Bo3pacTa 14 net, npu HaIu4yun);

- KOMHH MACTIOPTOB POJUTENECH WM 3aKOHHBIX MTPEICTaBUTEIICH;

- KOMHUH JOKYMEHTOB, MOJATBEPKAAIOMIMX ONEKY WU MONEUYUTETHCTBO
(ecnu poaUTENH JIMIIEHBI POJUTEIBCKUX NIPAB);
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- KON MEAUUUHCKUX JOKYMEHTOB, COAEpKAIIUX PEKOMEHAALMUI0 H
00OCHOBaHHWE PEKOMEHJALMA Bpaya MO TMPOBEACHUIO  IOJHOT€HOMHOIO
TeHETUYECKOTO HCCcieioBaHus (IPOTOKOJ KOHCYAbTAllMM Bpada/ Bpada-TeHETHKA,
MEIUIMHCKOE 3aKJIIOYEHUE, BBIMHCKA M3 MEIUUUHCKOM KapThl CTAlMOHAPHOIO
OO0JILHOTO UM UHOW MEUIIMHCKUI IOKYMEHT);

- KOMUHM JIOKYMEHTOB (IIpM HAJIUYWHU), COAEPNKAIIUX PE3YIbTaThl
MIPOBEACHHBIX PAHEE TE€HETUYECKUX HMCCIENOBAHUM, & TAKXKE MHBIX JOKYMEHTOB,
KOTOpbIE, IO MHEHUIO 3asiBUTEIISI, HEOOXOAUMBI JJIsl HAIPaBIICHUS.

6.2.4. ®oHa OCYHIECTBISAECT MPOBEPKY MPABUIBLHOCTH OGOPMIICHHUS H
MOJTHOTHI TPEJCTABICHHBIX JOKyMEHTOB, a TaKXXe MEPBUYHYIO BEpUPUKAIUIO
3aBOK (TEXHUYECKYIO SKcnepTusy). ChopMupoBaHHBI akeT B DKCIEPTHBIN COBET
doHaa 1 pacCMOTPEHUS BOIIpOca O BKIIOUeHUH 3asaButens B [Iporpammy.

6.2.5. Pemienne OxcneptHoro MoHAa O BKIIOYEHUM WM O HEBKIIFOUEHUU
3asButens B [Iporpammy odopmiisieTcs MPOTOKOJIOM 3acelaHusi DKCIEPTHOIO
cosera DoHpa.

6.2.6. Pemenne OkcneptHOro coera @oHAa O HEBKIKOYEHUH 3asgBUTEISI B
[Iporpammy MOXXET OBITh IPUHSATO B CIIy4asiX, KOrjaa 3asiBUTEIb HE COOTBETCTBYET
KputepusiM BkiroueHus B [Iporpammy (1. 5.1, 5.2, 5.3, 6.2.1, 6.2.2, 6.2.3), B cny4dae
HECOOTBETCTBUSL ~ MHGOpMAIMM, U3JIOKEHHOM B  3asBICHUM, pEaJIbHBIM
OOCTOSITENIbCTBAM, @ TAKXKE €CIM IPEACTaBICHHbIE CBEIECHUS HECYT 3aBEIOMO
J0xHYI0 HH(popManuio. Kpome Toro, npuHsATHE pelieHus DKCIEPTHBIM COBETOM
®onpa o BkIOUeHUU 3asBuUTENS B [IporpamMmy MoOXKeT OBITH OTJIOXKEHO, €CIU Ha
MOMEHT MOJIa4yM 3asiBIICHUsI OOIEH CyMMBbl MOCTYIUIEHUN IJIs LeJIed pean3aiun
[IporpamMmMbl HETOCTATOYHO AJI MPEAOCTABICHHS ONaroTBOPUTENBHOW IMOMOIILH,
MpeayCMOTPEeHHOM HacTtosimier lIporpammoii. DxcniepTHbiii coBeT DOHIA MOKET
OTIOXKHUTh pEIICHHEe Bompoca O BKiIoyeHuu B IIporpammy, ecnum cuuTaer
HEOOXOIUMBIM 3aIPOCUThH JOTOJHUTEIbHYI0 HH(POPMAIIMIO O COCTOSIHUU peOeHKa
WIM O pe3yibratax JlabopaTrOpHO-MHCTPYMEHTAJIbHBIX HCCIIEAOBaHUN, [0
noJy4eHus TpedyeMoit nHGOpMaInu.

6.2.7. B Oco0bIx ciy4asx pelieHre o BKIUYeHUH 3asButens B [Iporpammy
npunumaetcss CoeroM ®oHa no npeacrasieHuto aupekropa @onga. K Ocodbim
ciy4asiM B pamkax IIporpamMmmsl oTHOCSTCS:

. paccMoTpeHue 3asiBICHUSI TIPU MOBTOPHOM OOpaIlleHUM 3asiBUTENS B
Clly4asiX, €CJIu IPU NEPBUYHOM PACCMOTPEHUM 3asiBICHUS DKCIEPTHBIM COBETOM
@oHJa NPUHATO PELIEHUE O HEBKIIOYEHNUH €10 B [Iporpammy;

. cillyyau, KOIJa COIVIaCHO MaTrepuajiaM 3asiBJICHUS, IPOBEACHUE
COOTBETCTBYIOLIUX T€HETUYECKUX UCCIETOBAaHUIN HE TEPIUT OTIaraTreiabCTB B CBA3U
C MEIUIIMHCKUMU U UHBIMH MOKA3aHUSMHU.



6.2.8. Pemenue Coseta PoHpa o BkiItoueHUW 3asButens B I[Iporpammy
oopMiIsieTCsT TMHCBMEHHO B BHUJE MPOTOKOJA, 3a MOAMHUCHIO TpEacenarTesss u
cekpeTaps 3acelaHusl.

6.2.9. ®onn wHbDOpMHpYeT 3asBUTENS, HCHONB3YyS KOHTAKTHBIC IaHHBIC,
YKa3aHHbIC B 3asBJICHUU, O NPHUHATOM PEIICHUU O BKIIOUeHHH B [Iporpammy, a
TaKKe O JAJbHEUIIINUX JEHCTBUSIX 3asiBUTEINS, B TOM YUCJIE O HAIIPABJICHUH 00pa3lioB
KpPOBH JJIs POBEICHUS T€HETUYECKUX UCCIIEeI0BAaHUN.

®dakToMm nmoaauu 3asiBJICHUS O MPENOCTABICHUN OJIaTOTBOPUTEIHLHOM MTOMOIIN
3asBUTENb MOATBEPKIAET, YTO O3HAKOMIIEH, COIVIACEH M MOJTBEPHKAAET CIETYIOIINE

MTOJIOKEHUS

. BBITIOJIHEHBI BCE YCJIOBUSA, MepedyucieHHeie B m. 5.1, 5.2, 5.3, 6.2.1,
6.2.2, 6.2.3, HeoOxoauMmbIe 1151 BKitoueHus B [Iporpammy;

. 3asBUTENIH O3HAKOMJIEH C [IporpamMmoii u corliaceH ¢ Hel;

. MPEAOCTABICHHbBIE 3asgBUTEIEM JIOKYMEHTBI COJEpkKAT JOCTOBEPHYIO
uHbOpMaIIHIO;

. B Clydae YXYAILICHHS COCTOSIHUSI 3/I0pOBbsi biaromonydarens wuiu

HACTYIUICHUS CMEpPTEJIbHOIO HCXoAda BO BpeMmsi cOopa U TepeyUCIICHUs
HEOOXOMUMBIX JUIsl OIUJIaThl TEHETHUYECKUX WCCIENOBAHUMN, MPEIyCMOTPEHHBIX
[Tporpammoii, GrUHAHCOBBIX CPEICTB, a TAKKE BO BPEMsI MPOBEACHUS T€HETUYECKUX
uccienoBaHui, 3asBuTeNb, biarononayyarens U (MIM) YIOJIHOMOYEHHBIE UM JIUIA
He nMmeroT K @oHay U Kk biiarorBoputensiM HUKaKuX NpeTeH3U.

6.3. Opranmzanus NPeA0CTaBJICHUS aJipecHOH
0JIarOTBOPUTEJIbHOMN MOMOIIIH

6.3.1. B pamkax peammzaumu IIporpammbl  Oka3zaHue  agpPECHOMU
OJIaroTBOPUTENBLHOM MoOMOIIM brarononyyarensM, BKIOUYEHHBIM B [Iporpamwmy,
OCYILIECTBIsIETCSl B (popMe OmaThl yCJIYT MO OpraHu3aluu U (WIK) MPOBEIACHUIO
COOTBETCTBYIOILIMX T€HETUYECKUX ucciaeqoBannid (m. 4.2) 3a CcYeT CpeAcTB
IIporpammel.

6.3.2. Omnara yciyr, IpoAyKIuu U paboT, HEOOXOMUMBIX JJII OpTaHU3aAIuU
MPOBEACHUS TEHETUUECKUX UCCIEIOBAHUN OCYIIECTBIISACTCS MTyTEM MEPEUUCICHUS
1o OE3HAIMYHOMY pacueTy HEOOXOIMMbBIX CYMM Ha COOTBETCTBYIOIINE OAHKOBCKHUE
cuyeTra OopraHu3aluid, OCYHIECTBISIIONIUX PabOThI, HEOOXOAUMBIE ISl peaau3aluu
[Iporpammbl. braroTBopuTenbHas MOMOIIL He TeperaeTcs bmaromonyyarento B
BHUJIE HAJIMYHBIX CPEACTB, a TAaKXKE HE TMEPEUHCISIETCS Ha JMYHBIA CYeT
braronomnyuarens.

6.3.3. Ha ocHoBanuu npuHsToro xkcnepTHbiM coBeToM i CoBetom doHnaa
pelieHusT O BKIOUEHUM 3asiButesis B IIporpaMmy B COOTBETCTBUM C
3akoHoaaresibcTBOM Poccuiickont Oenepannu mexay @onaom u biarononyuarenem
3aKJTI0YAETCS JIOTOBOP O MPEIOCTABICHUHU OJIarOTBOPUTEILHON MTOMOIITH.
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6.3.4. B pamkax peamuzauuu IIporpammbl DOHI cOTpyaHHMYAET C
MEIUIMHCKUMU U (UJIM) HAyYHBIMH OPTaHU3aAlUSIMU, IPOBOJSIINMYU F€HETUUECKUE
UCCIIEIOBAHUA U (UJTM) UHBIMU, B TOM YHUCJI€ HEKOMMEPUYECKUMHU, OPraHU3aI[USIMH.

6.3.5. B pamkax peanmuzauuu IIporpammbr DoHI MOXKET COTpyIHUYATH C
OpraHu3alusIMH, B TOM YHUCJIE C MEOUUUHCKAUMHM OPTaHU3ALMIMU, HUMEIOIINMHU
JIMLEH3UN Ha OCYUIECTBICHUE MEAUIMHCKON JEATEIbHOCTH, HO HE MPOBOIASALIIMMU
TEHETUYECKUE UCCIIEAOBAHNS, a TAK)KE C OPTAHU3ALMSIMHA, OKA3bIBAIOIINMU yCIIYTH,
BBITIOJIHSIOIIMMU paOOThl WU PEATU3YIOINIMMHU TPOAYKIIUIO, KOTOPble HEOOXOAUMBI
st goctokeHuss QPonpom  ueneil  Ilporpammbel w (MM) 0OpH  HAJIMYWA
HSKOHOMHYECKHUX WUJIM TEXHOJIOTUYECKUX MPUUHUH.

6.3.6. @oHA 3aKIIOYaET ¢ MEIULIMHCKOM WU (MJIM) HAyYHOM OpraHu3aluei,
OKa3bIBAIOLIEH YCIAYTH MO TPOBEJCHHUID TE€HETUYECKUX  HUCCIEAOBaHUM,
npeaycMoTpeHHbix [Iporpammoii, JOTOBOp OKa3aHUs YCIYyIL, B COOTBETCTBUH C
KOTOPBIM YCIIYTH 110 IPOBEACHHUIO COOTBETCTBYIOIINX N'EHETUYECKUX UCCIIEIOBAaHUI
okasbiBaroTcsa biarononyuarento. [1o yemorpenuro @oHma BO3MOKHO 3aKIIOYEHUE
C MEIUIIMHCKOMN U (WMJIM) HAyYHOU opraHu3aliueil paMO4YHOro JOroBOpa Ha OKa3aHUe
brmarononydarenssM yciayr IO IPOBEAEHUIO TIE€HETUYECKHX HCCIIEIOBAaHUM,
npeaycMmotrpeHHbix [Iporpammoii. Ilo mpockbe bnaromomyuarens win 3asBuTemNs
MOJKET OBITh 3aKJIIOUEH JIOMOJHUTEILHO TPEXCTOPOHHHM JOTrOBOp Mexay DoHI0M,
bnarononydarenem v METUIIMHCKOMN U (UJTH) HAYYHOM, a TAK)KE€ MHOW OpraHu3aIiuei,
OKa3bIBAIOIIEH YCIYrM IO OpraHu3aluu W (WJu) TPOBEICHUI0 TEHETUYECKUX
MCCIIEIOBAHUN, IPETYCMOTPEHHBIX [ Iporpammor.

6.3.7. B cmyuae npunsatus @oHpoM penieHus o BKIoUueHnu biaronomyyarens
B [IporpamMmmy u npu HEOOXOAMMOCTH CPOYHOTO MPOBEICHHUS COOTBETCTBYIOIIUX
T€HETHUYECKUX UCCienoBaHnii, OHI MOXKET MPEAOCTABUTh FTAPAHTUIHOE MTUChMO HA
OIIaTy COOTBETCTBYIOIIMX yCIyT. OdopmMiieHne rapaHTHITHOTO MUChbMa HE OTMEHSIET
HEOOXOUMOCTh 3aKJIFOUCHHS JoroBopa (1. 5.3.6).

6.3.8. ®onn  opraHu3yer  B3auMOACWCTBUE  3asBUTENs W (WIK)
bnaronomydarenss ¢ MEOWIMHCKOM ©  (MJIM) HAy4yHOM  OpraHu3alue,
OCYILECTBJISIOMIEN IPOBEICHHE T'€HETUYECKUX MCCIENOBAHMM B  paMKax
[IporpaMmbl, a TakXe OCYUIECTBISICT HMHBIE ITOJHOMOYHUS, NPELYCMOTPEHHBIE
[Iporpammoii.

6.4. Ilopsimoxk (GUHAHCOBOIO B3aMMOJAEHCTBUS ¢ HEKOMMeEpPYECKUMMU
OpraHM3anuaMu B Hessax peanusannu [lporpammei

6.4.1. ®uHaHcoBOE B3auMonencTBue Mexay POHIOM W HEKOMMEPUYECKUMU
OpraHu3alMsIMHU B paMKax peanu3anuu [IporpaMmbl CTpOUTCS HA OCHOBE JI0IrOBOpa
MO’)KEPTBOBAHUS IIEJIEBBIX CPEACTB B COOTBETCTBUM C 3aKOHOIATEIBCTBOM
Poccuiickon ®denepanuu.
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6.4.2. Cpenctsa, NoJy4YeHHbIE HEKOMMEPYECKUMU Opranu3ausiamMu oT Ponga
B paMKax JOroBOpa IO)KEPTBOBAaHMUS MpEAHA3HAYEHbl IS PAacXOlOB B paMKax
YTBEPXKIAECHHOM cMeThI [IporpaMmel.

6.4.3. HekomMmepueckre opraHuzanuu mpeaoctaBisitoT B DOoHI oT4eT o
1[€JI€BOM MCIOJIB30BAHUHU MOJTYUYEHHBIX CPEACTB B MOPSIKE U CPOKHU, YCTAHOBJICHHbBIE
JIOTOBOPOM.

7. CPOK PEAJIM3ALINU ITPOT'PAMMBI
7.1.  IIporpamma siBisieTcst O€CCPOUHOM.
7.2.  Jlara nauana peanuzamuu [Iporpammsr: «01» anpens 2026 roza.
7.3. Peanuzanus IIporpammbl MOXKET OBITh MPEKpAIEHA, B TOM YHUCIE B
CBSI3M C MPUHATHEM HOBOM [IporpamMmei.

8. HOPAJOK ®OPMUPOBAHUSA CMETBI ITPOI'PAMMBI

8.1. Cwmera Ilporpammel yTBepxkaaerca pemeHueM Cosera doHnma Ha
KaK/Ipli1 (PHAHCOBBIN IO/l B TeUeHUE cpoka peanuzauuu [ Iporpammbl. DUHAHCOBBIN
rog ycraHaeimBaeTcs ¢ «01» sgHBaps kaxzaoro kameHmapHoro roga. Cmera Ha
nepBbIi (MHAHCOBBIN roj1 peanu3anuu [ [porpaMmsl cocTaBiisieTcs Ha NEPUOJ C AAThI
Havazia peanuszanuu [IporpamMmsl 10 1aThl OKOHYAHUS TAKOTO (PMHAHCOBOTO TOAA.

8.2. Exeromnas  cmera  [lporpammbl  ¢opmupyercss Ha  jgary
yTBepkaeHus [IporpaMMmel.

8.3. VYTBepxknaennas cmera [Iporpammbl Ha Kaxablii (UHAHCOBBIA IO
ABIIETCS] HEOThEMJIEMOM YacThio [IporpamMMel 1 BKITIOYAET B ce€0s1 MpeArogaracMbie
MOCTYIUIEHUS U pacxonsl o IIporpamme.

8.4. JleHeXHBbIE CPEACTBA, KOTOPBIE OCTAIOTCA HEU3PACXOJOBAHHBIMH TIO
UTOTaM 3aBEpILIEHUs] KaxJA0ro (UHAHCOBOTO TIofa, IOJDKHBI OBITh YUYTEHBI B
COOTBETCTBYIOLIUX CTaThbsIX CMETHI Ha CIEAYIOUINI (UHAHCOBBIN rOfI.

8.5. MW3menenus u (unum) nomojiHeHUs B cMeTy [IporpamMmbl MOTYT OBITh
BHECEHBI Ha OcHOBaHuM pemeHus Cosera OoHpa.

8.6. Ilo oxonuanuu (punancosoro roga ®oung popmupyet u Coer PoHna
IIPUHUAMAET OTYET IO UCIIOJIHEHUIO cMeThI [Iporpammel.

8.7. CpoOK HCHOJIb30BaHUS JEHEKHBIX CPEICTB, NOCTYNUBIINX B KaY€CTBE
IIOKEPTBOBAHUM Ha peanu3anuio [IporpamMmel B iepuon ee AeUCTBUS HE OTPaHUYEH.

8.8. Pacxonpl, cBsi3aHHbIE ¢ yrpaBiieHHeM [Iporpammoii, omiauynBaroTCs B
paMmkax cMmeTsl [ Iporpammel.

8.9. Cwmerta IIporpammsl hopMHUpPYETCS C YYETOM CIEAYIOMUX OCHOBHBIX
crareu pacxonoB OoHpa:

o pacxolpl Ha OPTraHU3ALMIO COIPOBOXKIACHUS CceMel (BEAECHHE 3asBOK,
IOPUIUYECKOE, OyXTaITEPCKOE U KOOPAMHAILIMOHHOE COMPOBOXK/IECHNUE);
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o pacxopl Ha OPraHU3alHI0 OLICHKH BpayaMH-HEBPOJIOraMHU U BpauaMH-
TEHETUKAMU MEIULMHCKON JTOKYMEHTAlMU Ha MPEIMET COOTBETCTBUS JUArHO3y U
dbopMupOBaHUsl 3aKIIOYCHHUS C PEKOMEHIAIUSMU TPOBEACHUS T€HETUYECKUX
WCCIIEAOBAaHNN, UHANBUIYaJIbHBIMU IUIAHAMU COIMPOBOXKICHUS U MapUIpyTU3alUU
OnaromoJiydareseil mo pesylbTaTaM MCCICAOBAHHM, a TakXe Ha OpraHU3aIHI0
MIPOBEACHUS KOHCYJIbTALUM Bpaya reHETUKA;

o pacxozsl Ha MIPOBEAECHUE TEHETUYECKUX UCCIIEOBAaHUI
(MOJTHOT€HOMHOE CEKBEHUPOBAHUE JIETEH M POAUTENEH), BKIIIOYAsl TPAHCIIOPTHHIE
pacxoabl, OuomHpOpMATHYECKyl0 OOpaOOTKYy  JaHHBIX JJISl  BBISIBICHUS
IEeHETUYECKUX BAPUAHTOB, SIBISIIONIMXCS NMPUYUHOM 3a00JIeBaHUS U IPOBENICHUE
KOHCYJIbTalluii Bpaya-reHeTHKA 10 Pe3yJbTaTaM UCCIECA0BAaHUN;

o pacxombl Ha OPraHU3alMI0 MEAULMHCKOW MaplIpyTHU3alud H
(dbopMupoBaHuE peaOUIUTAMOHHBIX TJIAHOB;

o pacxozbl Ha GOPMHUPOBAHUE aHATUTUYECKON OTUETHOCTH;

o pacxoApl Ha OPraHW3alMIO0 BHIE3IOB CIIELIUATIMCTOB B PETHMOHBI IS

npeacTtasieHus [[porpaMMbl U TOBBIIIIEHUST OCBEIOMIICHHOCTH.

KonunuecTBeHHbIE MOKAa3aTEIN CMETHI (KOJTUYECTBO 00padaThIBAEMBbIX 3asIBOK,
BBIC3/I0B U UCCIICIOBAHUN) YTBEPKAAIOTCS HAa KK IbI (DMHAHCOBBIN TOJ peIICHUEM
Cosera @onpa.

9. HOPAAOK IIPEJOCTABJIEHUSA OTYETHOCTH
O PEAJIM3BALINU TPOT'PAMMBI

9.1. Hupexrop @onaa npencrasiser Cosetry u [loneuntensckomy CoBety
donpga otyeT o peasnnzanuu [Iporpammel, BKIIIOUast HICIIOJIHEHUE CMETHI.

9.4. [upexrop ®@oHma npeacTtabisieT biaroTBOpuTento OTYET O LIEJIEBOM
UCIOIb30BaHUM DOHAOM TMOJYUYECHHBIX MOXEPTBOBAHUN M (WIM) JOKYMEHTOB
OyXrajaTepckoro yuera, B Clydae e€clid JTO MPEAyCMOTPEHO JOTOBOPOM
MO>KEPTBOBAHMS, 3aKIIFOUYEHHBIM Mex Ay braarorBopurenem u @oHaoM. OT4ET MOXKET
OBITH COCTaBJICH B MPOU3BOJILHON (popMme, €cii MHOE HE YCTaHOBJIEHO JOTOBOPOM
MOXKEPTBOBAHMS, 3aKIIOUEHHBIM MeXy brarorBoputenem u @oHAOM.
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