


Meponpuatuna

17-18 maprTa

KOHpepeHUuns
«Pegknn Mo3r»:

nepsana B8 Poccun mHoronpodpunbHan
OHNaNH-KOHdepeHuna, noceAWeHHaA paboTe
MO3ra nogen ¢ HenpPooTANHNAMN, COBMECTHO

c dpoHpamun «fleTn-6adoukun», «Xpynkume nroan»,
«XXuneun cenvacr», «Co-eguHeHune», cAUND.
Ado6poe cepaue», yHUKanbHana cekuna no MA44
C MeXXAYHapoAHbIM y4acTuem.
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OETU-BABOYKU i;[g}g’t%m

2= XNBU
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KOHTPO/Ib

Y CEPLILA W [IbIXAHMS

morn 2022

1 nioHA

— B MexxayHapoAaHbIn AeHb
3awunTbl geten — B Mockese
3ano)keHa annea ns 79 ayoéos

«["opaeesbl AyObI»

7 ceHTAbpA

BcemupHboin aeHb ocBeAOMNEHHOCTH
o munoauctpoduun [lioweHHa COCTOANCA

denepanbHbIN KPYrnbin CTON
«Kputepuun n cocrasnsaowme
3apPeKTUuBHON Tepanun mnoancTpodun
AoweHHa»

C ydacTuem Beaywmnx akcneptos peaepanbHbIX
ueHtpos, MuHsgpasa PP, b®D «Kpyr lo6pa», HKO.
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PoHAa «Kpyr aobpa» ror 2022

14 anpena 2022 ropa

nonevyntenbckum coeetom poHaa «Kpyr aobpa»
oao06peHbl Npenapartbl ANA NPonycka 3k3oHoB 51 un 53
(3TennupcenH, ronoanpceH, BUNTONAPCEH).

OpobpeHa Tepanua:

TpaHcnapHa — 203 manb4uka
drennnpceH — 71 manbuunk
BuntonapceH — 26 manb4vnkos
NronopupceH — 15 manbuynkos
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OOy4yeHue

ANA poauTenen
n Bpaven

Co3paH MUKpPOKypC

no anddepeHunanbHON
anarHoctuke MA4 ana spaven
NepBUYHOro 3BeHa —
https://BpaunnporusatoweHHa.pd

Kypc npownu
6onee 200
MeaANLUNHCKUX
cneynanncros

11

MEPOoONPUATUN

330

YHACTHUKOB

6 wKon ana poantenen BHOBb

ANarHoCcTupoBaHHbIX aeten, 110 y4acTHUKOB

NEW 2 wkonbl «BakHble acneKTbl NPUMEeHEeHUA

KopTUKocTtepoupos B Tepanun MA44»,

94 yyacTtHuka, 550+ npocmoTpos Ha Youtube

NEW 1 wkona «CoBpemMeHHble naTtoreHeTu4yeckune
npenapartbl B cucreme 3pPpeKTuBHON Tepannu

MAOA», 65 yyacTtHukos, 230+ npocmoTpos
Ha Youtube

NEW 1 wkona «CtaHaapTbl Hagne)awero
yxoaa n sBegeHunn nauneHtos ¢ MAA,
amoOynartopHana ctaana»,

45 yyactHukos, 170+ npocmortpos

Ha Youtube

NEW 1 wkona «CtaHaapTbl Hagne)awero
yxoaa n segeHuna nauneHtos ¢ MAA,
HeaMOynaTtopHana ctaana»,

21 y4actHuk, 100+ npocmoTpos

Ha Youtube

+ YPOK NO pacTaAXKaM ANnAa cemeun

oT pokTopa NnbAacos.a
1700 npocmoTtpos Ha Youtube

NTOIMN 2022
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LleHTpanbHan

KNuHn4yeckana 6onbHUUA
YnpasneHua genamu lNpesvaeHta PO

53 Manb4iunka

npownu AByxHeaeNbHYO
peabunnutaunio No mMexayHapoaHbIM CTaHAApPTaM

57 Manb4yvankos

NPoWNN KOMNNEKCHoe
MmeanunHckoe obcnepoBaHune (Yekan)

5 NoApPOCTKOB
cMAaAa

nonyynnun 6ucpocdoHaTHyto

Tepanuio Ha 6a3e UKB YAIN P® co3anaH n yreBepxaeH

«[1eTCKUN BbICOKOTEXHONOINNYHbIN HENPOMbILWEYHbIW UEHTP»,
KOTOPbIN BO3rnasnna NpesnaeHT u MeanuuHCKUn ganupekTop
doHpa «Fopaen» amH TatbaHa AHapeeBHa Fpemakosa.

morn 2022
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PaboTa ¢ cooouwecTtsom

sonce 900 KOHCYNbTauun

ANA CeMen n Bpaven

(6onee 100 — no Bonpocam NONYYEHURA NATOreHeTUYEeCKoON Tepanuu
yepe3 «Kpyr nobpa», 6onee 80 — no Bonpocam CTeponaHoOn Tepanuu,
6onee 40 — onA HOBbIX cemewn)

CrapT padoTtbl Hag ranaom «100 sonpocos npo [ oWeHH»

3anyck coobuwecTtea n ctpaHndkun doHaa «lfopaen» 8 VK

1 50 Ma M B HaTe noaaepPXkKn, nposeneHoO 1 o rpyn n noagaepPXKn Ana mam

TaTtbAHa AHapeeBHa NpemAakoBa BOWwNa B COCTaB
MeXAYHAPOAHOIro KOHCYNbTAaTUBHOINO COBETAa
«Duchenne community advisory board».

morn 2022
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Pernctp nauneHtos
c MAA/B

NTOT'U 2022

Cherry
CRM

e B coTpyaHudectse

C MeXAYHapPOAHbIMU N POCCUUCKUMN SKCNEpPTaMn
Ha nnatdopme Cherry CRM 3anyuweH perncrp,
B KOTOPOM K KOoHUY 2022 roaa HacuHuTbiBanocb bonee

300 nNauneHToOB.
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BbicTynneHnAa n HTEepBbIO rorn 2022

2 Cumnosnym «CnnbHee [ioweHHa» Ha Cbe3ae neanaTtpos Poccun, 5 mapTa
WHTEepPBbIO

Noknan «Oco3HaHHbIM PENPOAYKTUBHBLIN BbIGOP ANna poantenen geten ¢ opdaHHbIM 3aboneBaHneEM:

1 BO3MOXXHO NN 3TO?» Ha KOHdepeHunn «bnoatnka n reHetnka: Bbi3oBbl XXI Beka», 16 oktadpsa
CUMNO3NYM
Adoknag «['eHeTnueckaa gnarHoctnka MA.L: BO3MOXXHOCTb UK NPUroBOP?»,
7 Ha KOHpepeHunn «Ognccesa opdpaHHOro naumeHTa: ponb GnarorBopuTeEnbHbIX PoHAO0B», 30 HOAOPA
OKNanos
A A Aoknap «OnbIT paboTtbl poHaa «Kpyr Jobpa» ¢ peakumn 3abonesaHnamn Ha npumepe MA0»
2 Ha BcepoccnMnckom KoHrpecce nauneHToB, 23 HoA0pS
Al NBa BbICTYNNeHWs Ha dopyme «HoBenwas reHeTuka»
NO Ba>XHOCTU paHHEWN AMArHOCTUKN N pas3BuTuio oceegomneHHoctn o6 M/ B obuwecTee
3 Hay4HbIX Nydnnkauuu Jlekuna ana cneunanncToB NananaTtuBHbIX CNyXo6 «MexayHapoaHble pekoMeHaaum no BeAeHuIo

nauneHToB ¢ mnoanctpodpuen [lioweHHa», 28 HoabpA

Nekuna no M4 B YHuBepcutete ActaHbl ANS MarncTpoB-megnkos
«Duchenne Muscular Dystrophy - Global Overview», 14 Hoa6psA

Aoknapg «MNayneHToOUeHTPUYHOCTb NaToreHeTnvyeckoun Tepannm 6onbHbix MO0».
KoHpepeHuma LUIFMA «NepcoHann3npoBaHHbI NOAX04 K KOMOPOMAHOMY NauneHTY
B TepaneBTn4Yeckoun n obuwen spavedbHon NpakTuke», 8 gekabpsa

Adoknag «Muoguctpodpusa [lioweHHa — HaUTKn HeBnanmky. Npobnembl AMarHOCTUKHK

B NepBUYHOM NeagmaTpuyeckom 3BeHe». CoBellaHne rnaBHbiX BHELWTATHbIX CNeunanmncTtoB NO AETCKOMU
HeBponorun. XVIl HaydyHo-npakTnyeckaa KoHpepeHuma «[ANCKYCCUOHHbIE BCTpeun. TpyaHbIn

KTMHUYECKUN cny4van B NpakTUKe NcuxoHesponoras, 9 nekabps f\\/-\
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[Myonnkauunn

rpemakoea T.A., AptembeBa C.b., Bawakmaase H.AQ. v ap.
OcHoBononarawuwee sHa4eHUe NOHATUN «aMOyNaTOPHOCTb»

N «HeaMOyNaToOPHOCTb» B KOMNNEKCHON OUEeHKe COCTOAHUA NauueHToB
C Mmbliwe4vHon auctpodunen AlioweHHa. HepBHO-MbiWweYHble 60Ne3HU
2022;12(2):00-00. DOI: 10.17650/2222-8721-2022-12-2-00-00.

Gremiakova T.A., Gremiakova O.l., Sakbaeva G.E., et al.

Duchenne Muscular Dystrophy diagnostic gaps in primary medical chain.
17th International Congress on Neuromuscular Diseases. Brussels,

July 5-9, 2022; eP04.01.06.

Frpemakosa T.A., AptembeBa C.b., bBan6apuHa E.H. v ap.

CoBpemeHHana koHuenuna apPpekTuBHON Tepannun mbilwevyHon ancrTpodpuu
AoweHHa. NMNoarorosneHa n otnpaBneHa B neYvaTb

HepBHO-MbiWweYHble 60ne3Hw.

bOJIE3HM

Neuromuscular Diseases

morn 2022
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HAYYHO-MPAKTUYECKUIA
EXEKBAPTANbHBIN
PELLEH3WPYEMbIA
HKYPHAN
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['paHT #CunbHeelloWweHHa

OoT 6narorsoputenbHoro $oHpa
«Ad6contoT-INMomouwb»

norn 2022

doHa «Mopaen» sbiurpan

1 munnnon pyonen

Ha pa3BuTne obpasoBaTeNbHOMU
nporpammbl ANA poantTenen n Bpaden.
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NMoctynneHua Pacxoabl

423 487,37

315 272,72

1391897,36 1219 837,00

2 943 853,67

996 500,00

NMocTtynneHna aeHeXXHbIX CPeacTs Pacxoabl AeHeXHbIX cpeacTs
coctasunn — 3 608 234,36 pybneun coctasunun — 3 682 613,76 pybnen

MoctynneHna popmuposanncb ns cneayrownx NCTOHHNKOB: OeHexxHble cpeacTea ObINU HanpaBNEeHbl:

( 6narotBopuTeNbHbIE NOXEPTBOBAHUA OT PUINUHECKNX (' Ha peanusauuio 6naroTBOpUTENbHbIX Nporpamm — 2 943 853,67

n rpuanyecknx nuy — 1 391 897,36
‘ Ha onnaTty TpyAaa, BKAOYaaA CTpaxoBble B3HOCbl — 315 272,72

. cpeacrtea rpaHTtos, cyocunann — 996 500,00
‘ Ha aAMUHUCTPATMBHbIE pacxoabl — 423 487,37

() noxopoB oT NpeAnpuHUMaTEnbCKoi aesTensHocTn — 1219 837,00



O doHae

®doHpa co3aaH B 2020 roay cemben, B KoTopou pactet Topaew.

Y Hero munoguctpooua AoweHHa (MAA). Muccmna 6narotBopntenbHOro
doHAaa «[opaen» - coBepLUEeHCTBOBaHNE BCEX BMAOB NOMOLLWN NauneHTam
c MAA n nx cembam.

Yupeautenb poHAa:
Onbra ['pemakoBa

\ go@dmd-russia.ru
+79660395141

I_O Pﬂ, EWU Mpe3naeHT n meguunHcKn anpekTop poHAaa:
Z%AH"L?TBOP“TE”'DH'D“;‘ TatbAHa AHapeeBHa [pemakoBa

tag@dmd-russia.ru
+79030175533



