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OT1ueT 0 ACATEILIOCTH MIAroTBOPHTEILHOIT opramiaipi 3a 2021 rox.

Baaro1popuTebibiii ol pa3BUTHsL cHeTeMHOH nomotud TTanuenrtam ¢ mHoHcTpoduer JloneHHa
«Fopaeit»  sBiisteTess  G1arOTBOPHTSIILHOM OpraHusalMedl M OCYLIECTBISICT CBOKWO  ICATSJILHOCTE B
COOTBETCTBHH € 3aKOHOM «O GJIATOTBOPUTENILHOM JICSITELHOCTH H JI0OPOBOJILYCCTBE (BOJIOHTEPCTBE ) OT
11.08.1995 No 135-D3.

1.CBeleHNA 0  QUHANCOBO-XOBIICTBEHHON JeHTCILHOCTH, IMOATBEPR/aloNue  cod/moeHie
TpedoBaminii  Peaepaabhoro zakona or  11.08.1995 N 135-03 «O OJIATOTBOPHTEILHOKM
JCATEILHOCTH H  A00poBo/ILUecTBe  (BOJIOHTEPCTBE)» IO HCNO/IL30OBAHMIO  HMYUIeCTBa M
PACXOIOBANHIO CPEICTB G/IATOTBOPHTCILHON OPraHIizaliiH.

B 2021 roay ®oHa oCyIeCc TR PHHAHCOBO-XO3AHCTBEHHYIO IeATRIILHOCTD.

TTOCTYILUISHHS JICHEKHBIX CPe/ICTB COCTaBHIN — 2 448 512.65 (/[Ba MHJLIHOHA YETBIPECTA COPOK BOCSMb
TBICSY MATLCOT ABeHAAIATh pyOich 65 Koneek).

[MoctywieHus GOPMHPOBAIHCEH H3 CIIC/IYIOIIHX HCTOUHHKOB!

-GIATOTROPHTEIILHBIC TOKCPTBOBANMN OT (PHIMUCCKUX H IOPHIMUSCKHX JiHIL — 1163 460.65 (Onun
MMIUTHOH €TO IHECTBACCAT TPH THICSHUH UCTBIPSCT IRCTLIECAT pyOIIcH 65 KolleeK):

-Cpe/cTBa rpaHToB. cyOcuani — 509 052,00 (InTbeoT ICBsTH TRICAY MATBACCAT 1Ba py6ns 00 koneek):
-7IONOI0B OT NpPEANPHHHMATEIbCKOH deste/bioctn — 776 000,00 (CeMbCOT CeMbASCAT WIECTh THICA
pyoaei 00 Komeek).

Pacxo/Ibl JIeHEKHBIX cpe/IcTB coctapwin — 1 342 561.54 (O MWUIHOH NATBCOT COPOK JBE THICAUH
NSTHLCOT MECTBACCHT 0/1MH pyOib 54 KONCHKH).

Jlenesxknplie cpeactia ObITH HATIPABJICHDL:

-Ha peaIu3alMIo GIIATOTBOPHTC/ILHLIN NeieH — 1 368 626,44 (O/1HH MHJUTHON TPHCTA HIECTBACCAT BOCEMb
TBICSU IIECTLCOT ABAUATH HIecTh pyOieH 44 KoleHKH),

-Ha OMIATY TPy/d. BKJIOYas CTpaxorbie B3nochl — 89 858,20 (BoceMbaecsT JCBATE THICAY BOCEMBCOT
NATL/AECAT BoceMb pyOute 20 Koreek),

-Ha Q/MHIMCTPATHBIbIE pacxosibl — 84 076,90 (BoceMblecsaT UeThIpe THICAUH CEMBJICCHT MeCTh pyOeH
90 Koneekx).

2.CBCJICHISE O NEPCOHAJTLHOM  COCTABC BBICHICTO OpPraHa  YIpPaBJelmist 0/ I0TBOPHTEILHOI
oprainaiHeit.

Coger Pomnja:

['pemsikora Onbra MsanopHa.
Ipensikor Anapei HBanopuy.
I'pemsaxopa Tateana AnpeeBHa.



3.Coejlenisi 0 COCTABE I COJACPAAHNH  O/IATOTBOPHTE/LHBLIX TIPOrpaMM  OJIAroTBOPHTEILHON
opramsauHn (epeycHb 1 OIICAHIE YKATAHNLIX IIPOrParM).

«PasBurie ocBegomiieHocT o wmuomucrpodgun Tomenna» - JACATEIbHOCTb, HalleeHHas Ha
Pa3BHTHE MHPOPMHPOBAHHOCTH O 3ab0jeBaHMH B 0OWECTBE B LeJIoM H Op(aHHO# HACTOPOKCHHOCTH
Bpayeii: co3alHe BHICOPOJIHKOB. pa3paboTka OHJIaHH-KYpCOB /Ul BpaueH, YCTHbIC H IHChMEHHbIE
nepeBo/bl, PeAAKTYPA. BEpCTKa, MOJMCpadikst, BHICTYIUICHHS Ha BHEWHHX IUIOIIA/IKAX, Pa3BHTHE
COLMTLHBIX CeTeH, NPoBeICHHC HHPOPMALIHOHHBIX KAMIIAHHH, AW3aH1.

«Kondepenpm»: opraHiizaliia 11 npoBeienne Kondepenmipiii, B TOM YHCIe —  SHKCTOTHBIX
BCCPOCCHICKHX Kondepenimii no Muozuctpoduu Jliomenta. ek konepenuuit: passuTre opdannoi
HACTOPOKCHHOCTH BpaucH, MPHBHECEHHE MEK/YHAPOHOIO ONBITA B 0BIACTH TepanyH, peabHIHTALHH H
YX0/1a 32 HALMCHTAMH B THPAKTHKY POCCHHCKOTO 3ApaBOOXPAHCHHA, WH(OPMHPOBAHHE POAMTENCH H
B[)Zl‘lEﬁ 0 MEKAYHAPOJAHBIX CTaHAAPTAaX BEJICHHUA ITALIUEHTOB U JOCTH:KCHHAX HAYKH I10 HO30JIOT HH.

«PasBirTHe coollecTBA Po/UITEIeii»: HILHBWIYUIbIOe KoHcyabTHpoBanue pojwmTtenei. Hlkomt uis
poaMTeIe, ColaliHe MAMSITOK, 06yUAIONIMX BH/ICOPOJIHKOB, Be/lcHHe coolmects (ofuiero ProJ[roteHn
— npakTH4eckd 1000 VUACTHHKOB M CUCIHAJM3HPOBAHHBIX 10 TAPreTHOH Tepallud — oT 10 o 80
vuactHukos). Ienb cooGuiecta ProJliomenn: undopmuponande poJHTeell U BpaucH MNAIHCHTOB C
mMuogucTpoduet  Jliomenna o MEXKYHAPOJHBIX  CTAHAAPTaX M KJIHHHYCCKHX PeKOMeHIAIHAX,
JOCTHACHHAX HAYKH H METHIHHBL, MOAXO/AX M pa3paGoTKaX B 06JACTH TePalTHH, YX0Aa H peabHIHTAlHHA
NalMeHTOB, MEpPeBO] CTAaTeH M HayvuHblX NyOJHKalHi. HHPOPMHPOBAHHE O MEPONPHATHAX (poH1a,
OTBETHI Ha BOMPOCHI, HHTETPALIHS POIHTILCKOTO-BpadeOHOro cooduiecTsa.

«Ilcixonornyeckas moxiepkka cemeit/Ilepemmukay. HHIMBHYAIbHLIE KOHCYJIBTALHH, OHJIAHH-
IPYINBI M 9aThl TOMICPKKH. TeMaTHUcckHe BeOHHAPBI MO [ICHXOJOTHH [uist poxutench. ILess
MPOrPAMMBI:  TICHNOTHIHEHA.  [POQHJIAKTHKA  BRITOPalIMs  H  PA3BHTHE KOTHHI-CTPATCTHH  H
AKH3HECTOMKOCTH POUTEICH MALHSHTOR.

«Hayka»: Handcande HayuHBIX CTaTeH, CTaHJAapTOB. IPOTOKOJIOB, KIIHHHYECKMIIX peKOMeHAlHH,
METO/IHK, OG30pOB. KOHCEHCYCHBIX corjalieHui no muojmctpodun Jliouwenna. Ileas nporpammer:
BHeJpeHHe MeXUIVHADOIHBIX CTAHJApTOB HAUICKALCTO yXoJa B INPAKTHKY OTEUECTBEHHOTO
1APABOONPANENHS, KOHCOMHAAIHS HOMMIHH Be/IyIIHN DKCIICPTOB (e/iepaibHbIN Me/IHIHHCKHX [CHTPOB
110 KPHTHUSCKH BaKHBIM BOIIPOCAM.

«Bcepoccitiickan nepercs HAIMCHTOB ¢ Mio/uictpoduieii liomenta/pernerpy: paspabotka I1O,
nposesieniue HHGOPMAIMOHHONH KAMITAHKMH, B3AHMO/ICHCTBHE C CHCTEMOH 3/IpABOOXPAHICHHA. IPOBE/ICHHE
nepenicH.  Ilenn  nporpammbr:  cGop,  XpalCHHe, AWIMTHKA  JIAHUBIX U OCYUICCTBICHHA
MAPIIPYTH3AIMH, HAUICKALICTO YXO/1a, JICKAPCTBEHHOTO 0GECHCUeHHI, HCC/ICIOBATRILCKOH H HayUHOH

JCSTCIILHOCTH.

PeaGinrraipin aMOYJIATOPHLIX NalHenToR ¢ Muogncrpoduieii lomenna 6-11 jier i nporpamma
KOPOTROLT cnancepHaliim B IIKE Y/ Pd. B nadane 2020 roja roja Mbl aHOHCHPOBUIH HAMUIO
OKA3AHHS BBICOKOTEXHOJIOTHUNON MEJHIMHCKOM noMoud Juist GOJIBHBIX  MblIIcuHoH  aucTpoduei
Thomenta B IIKB YJII P® (www.cchp.ru). Mot pazpaGotanu nporpammy peaGHIHTALHH COBMECTHO C
ppauamu 1IKB, peaGuinranus crapropata g wione 2020 rojia. B 2021 rojty CoBMECTHO € DKCIIepTaMH
KB VJUI PO Mbl pazpabGoTaid H 3alyCTHIN NPOTPAMMY KOPOTKOH [IHCHaNCepH3alliH (ICKanoB) Mo
MEKIYHAPOJHBIM  CTAHJAPTAM C TNPHBJICYESHHEM MYJIBTHIMCIHMIUIMHADHON KOMAHIIbl CIIRLHAJIHCTOB,
HHCTPYMEHTOB (DYHKIIHOHAILHOH JIHATHOCTHKH COCTOSIHMS KOCTHO-MBILICHOH, CePACYHO-COCYIHCTOH H
aplxaTeabHOH cHeTeM. Llens mporpaMMbl: pa3BHTHE CHCTEMbl PeaOHIIMTAIMH M IMCTIAHCCPH3ALIHH,
COOTBETCTBYIONICH MSATYHAPOAHBIM CTAHAAPTAM.



4.Cie/ieniist 0 COACPAKAHIH I Pe3Y/IbTATAX AATC/ILHOCTH OJIAr0TBOPHTEILHON OPI aI3ALL.

Meponpusris (6o/buue popmMaTeb):

10-11 cenTsibpa: BTopas Bcepoccuiickas KoH(pepeHuua «Muoauctpodpus J[lomeHHa: [HArHOCTHKA,
Ha/UTeKAINH KIHHHYECKHH yXoa U JieueHHe». 900 peructpauuii, 3 HUX 2/3 — Bpa4Y H MOMOTraouHe
crienuaMeTsl, 1/3 — ponutend, 30 pOCCHHCKHX H MEIYHAapOJHBIX JKCNEPTOB, ABa AHs, 16 uacos,
12 Gasutor HMO, 3anicH JoKIaT0B YiKe Ha HalleM CaHTe.

27 nosipst: koudepenuns «[lromeHH v Mosr». Ilepoe B Poccum MepornpusitHe, MOCBALICHHOE
HelipopasBuTHIO JeTeii ¢ muoauctpodueii Jliomenna ¥ 0coGEHHOCTAM HMX HEHPOQYHKIHOHHPOBAHHSL.
Boiee 1000 peructpaumii, 80% -Bpaud H TOMOTAIOIHME CIEUHANMCTHL 14 pocculckux H
MeKIYHAPOAHBIX IKCTIEPTOB, 8 HACOB, 3aMIHCH A0KJIAJOB YK€ HAa HAILEM CaHTe.

11 nexaGps: mepeas B Poccuu KoHepenuns no (usnueckod Tepanuu MuoucTpoduu JlomeHHa
«OcoGeHHOCTH — (PM3HYECKOH TepallMM  NalMeHTOB ¢ MHoAHCTpo(ueit [llomenna».  bosee 300
perucTpanuii, 80% - poTeNH, 3 MeKIYHAPOAHBIX dKCNepTa, 5 nauuentos ¢ ML pasnoro Bo3pacta Ha
NPAKTHYCCKOMN CECCHH.

Padora ¢ coodmecTBOM
Bosice 300 KoHCyIbTalMii Juisi ceMeli W Bpaueh, +500 uesopek B coobGmecTse ProJliomenH — camoM
GonbIoM pycekoszpiuHoM coobiectse no ML, uudopManroHHast KaMIIaHAA «Moii nepebiii JromeHH»

Padora B 3xcrepTHOM coBeTe donaa «Kpyr aodpa»

MJJ/l Bomsa B  mepedeHb  Hozojoruit omma  «Kpyr  jmobpar, 100  MaJIbYHKOB
¢ JTIomeHHOM NoayvaroT ATanypeH uepes  «Kpyr  goGpa».  Caenyromiad — Oesb:  NpenapaThl
MpOITYCKa 3K30HOB H Ae(iazakopT

doHx Mpe3HIeHTCKHX IPAHTOB
MBI BBIHTPIH H MOJHOCTLIO0 OTPaGOTAIH HAUL IIepBbIH rpanT Ha 500 000 py6re.

Meponpuaris (KopoTkne ¢gopmaThi)

10 1Ko [UTs POJMTENCH BHOBb AHATHOCTHPOBAHHBIX MauneHToB ¢ ML — Gosee 100 yyacTHHKOB
9 rpynI MCUXOJIOTHUECKOH MOUICPAKKH VI MaM

3 BeGHHApa M0 MICHXOJIOTHH JUIsl POJIHTEIICH

1 ypok 106poTsI

1 BHACOYPOK Mo pacTstkkaM juta cemeit ot B.C. Hubsicosa

1 BeGUHAp IO JCKapCTBEHHOMY oGecnenenHio ¢ lopuctom Haranbed CepreeBHolt CMHPHOBOKH

2 ceMHHapa U «CelHaILHBIX» HSIHDL

2 JIeKIMH TSl CIICHHAIMCTOR NAJUTHATHBHBIX CJTY KO

IIy0 MKAINH, BLICTYILICHIS I HHTEPBLIO
Ony6aukosanu ctaThh o MJYL B iypuase «Hesposorus» u B xkypHate «PAPYCx:

https://www.neuro-journal.ru/jour/article/view:36
http://journal rare-diseases.ru/files/rarus 2021-19.pdf (c1p. 42-47)
A TaKKe - 5 uuTepeblo, 15 N0KIa/10B H BLICTYIUIGHUH

Ilepero/mnl

Taix no o6y4eHHIO U TIOBE/ICHHIO, YeKJIHCTH! M (yHKLIHOHANBHBIE TECThI LI Bpaue, 0630p no MJIJI
2021 roaa (kypHan Nature), 0630p 1o MHIEBBIM 106aBKaM B TepalHH MJ 2020
roga (kypHat Elsevier), Gonee 30 nepeBo/ioB cTaTed [ coobmiecTa ProJ{1omeHH.



PeaGu nirawpin u ucnancepisaws B KB YII PO

e 21 MaibuMK MpolleN ABYXHeACIbHYI0 peaOWIHTAIMIO 110 MEKIYHaPOAHBIM CTaHJapTaM
e 25 MaJbUMKOB MPOILIH KOMIUIEKCHOE MeJUIIHHCKOE 0bciIeIoBaHHe (YeKaln)
e MyJILTHAMCUMIUTMHAPHAS KOMaH/a Bpayek 3anmycTiwia GucdocdoHaTHyIO Tepaliiio 0cTeonoposa

5.CBeaeHisi 0 HapymleHMax TpeGosanmii PeaepabHoro 3zakona «O O6JArOTBOPHTE/ILHOM
JeATeIbHOCTH M 0JIAarOTBOPHTEILHBIX OPraHH3alMAX», BbIABJIEHHBIX B pe3yJbTaTe INPOBEPOK,
NMpoBeAeHHbIX HAJIOrOBBIMH OPraHiaMH, H IIPHHATHIX Mepax Mo HX YCTPAHEHHIO.

B 2021 roay HaIOroBble OpraHbl He NPOBOHIH NpoBepkd DoHjta.

[Ipesnnent Monpa I'pemsikoBa T.A.

«14» mapta 2022r.




