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fleatenbHoctb POO MO

«[ToMowb 60/1IbHbIM
MYKOBMCLMNAO30M>»




Mbl BMecTe!




O6 opraHunsauum

PervioHanbHas obLlecTBeHHas Halla opraHm1saLmsa COCTOUT U3 poauTenem getem

opraHmsauna MoCcKoBCKOWM 60MbHBIX MYKOBMCLIMAO30M
obnactn «MomMoLlb 60/1bHbIM
M B3POC/bIX OONTbHbIX.

MYKOBMUCLMAO030M» Obl/la CO30aHa
B HOAOpe 2009 roga poanTenamMm
aeTem 60MbHbIX MYKOBUCLIMO030M

OcHOBHOE MpaBo Mtoboro 60NbHOIO - AOCTYM K BeAyLLIMM MUPOBbIM CTaHOapTaM MeOuLMHCKOM
MOMOLLM U peabunmTaumnm ona obecneyeHmMa Ka4eCTBEHHOM U MOMTHOLLEHHOM XXM3HW. BaXkHbIM an4g
Hac gBnaeTcqa MNOOOMEeYHbIM,
cemMen

B oTueTe NpuMHATHI cnefytolme cokpalleHmsa:
MB — MyKOBMCLIMO03

MO — MockoBckaga obnacTb

M3 — MUHKMCTEPCTBO 34PaBOOXPaHEHMA

TCP — TexHM4YeckmMe cpeacTBa peabunutaumm



KoMaHaa opraHun3saumm

NpaBneHue opraHUsauum

<
Onbra Iopwmii AHapeit EKaTepMHa EneHa ExkaTepuHa EBreHuna CeeTnaHa KOnunga
AnekuHa CMUpHOB ANEeKUH BacunbeBsa YepkacoBa Bacunbesa Epmak BapuHoBa CatnapoBsa
Mpepncepatenb 3amecTtuTesnb YneH UneH [naBHbIN
MpaBneHus MNpencenatens MpaBneHWs MpasrneHus byxrantep
MNpaBneHnsa
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MpuHa AHHa KceHus YrbsHa Onecs
Ocag4yasa YanunkoBa rnyxoBa Donrunx EBceeBa
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Mapwus OkcaHa
CeméHoBa CTenypeHKo
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BOHOHTepr AneBTUHA MyHUpa Onbra
MblWKMHA MpumoBa ['y6aHoBa

HaTanbsa Napa HaTanbga
CozaeBa TepkoBa Xutnosa EneHa ExaTtepuHa

My3akaeBa MaxpoBa Fypryposa




HaM poBepsioT

®OHA NPE3UNAEHTCKUX FPAHTOB

MWHWUCTEPCTBO

31PABOOXPAHEHWA
MOCKOBCKOW OBJIACTH
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» ¢ Kpyr pobpa
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®epepanbHan Cnyxba Peknambl

LleHTo nHHOBALWI
coumanbHom chepbl
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HanpaBneHusa pa6oTbl

CoumanbHoe coriposoxXxgeHme cemMen,
ropmnamyeCKad nNomMolLLb.

B3anMogencrTeme ¢ opraHamMm BnacTum rno
3aKoHOOaTeTIbHOMY peLLleHMIo BOMpPOCOB
yNyylleHMa KayecTBa MegnLIMHCKOM

N coLManbHOM noMoLwm 6obHbIM MB.

Peanmnsaumsa coymanbHO-3HAYNMbIX MPOEKTOB 573 _
MOMOLLM Y1eHaM OpraHm3aLmnm: obecneyeHme OCHOBHbIE PacXogHble CTaTbU
TCP, cneumanmsmpoBaHHbIM MUTAHUEM.
OpraHmsauma npodpeccrnmoHabHOM
MNCUXONOrMYEeCKOM NMOMOLLMN.

. TCP

«  CneymanmsnpoBaHHOE NMMTaHME

[ pOCbeCCl/IOHa}'I bHa{d NMCMXo10r§M4ecCKad rnoMoLLb

| OCHOBHbI€ UCTOUYHUKUN PUHAHCUPOBAHUA :

BnarotBopuTenbHaa drHaHcoBad
MOMOLLIb MAPTHEPOB — PUANYECKMNX TNL,

@oHa n PeEINOEHTCKNX TPAHTOB

BnarorBopuTebHble MOXXePTBOBAHUS
YaCTHbIX AL




Pa6oTta c rocyaapcTtBeHHbIMU
opraHusauuvamum B 2021 r

MuH3pgpaB PO

Jobununcbk BKIOUYEeHMA 3aboneBaHns
MYKOBMUCLMAO03 B Mporpammy doHpa «Kpyr
Hob6pa».

YyacTre B MeXxBeJOMCTBEHHOW paboyen rpynne
MUHUCTepCTBa 34paBooxpaHeHmna PO no
OKa3aHMo MeaUNLIMHCKOM NMOMOLLM MalMeHTaM C
MYKOBMCLMOO030M.

MuH3pgpaB MO

Jobunuck npoaneHmna cybemagmm B MO no
neproanyeckom 3aMeHe KOMMPEeCCOPOoB U
Hebynamsepos.

O6ocHOBaNM HeEO6XOAMMOCTb Bblae1eHns
cybcumaomm Ha obecnedyeHume naymeHTos MO
6a30BbIM NpenapaToM MMaHeb (oxxunaaeTtca B 2022
roay).

Obecneumnm npsamoe B3aMMoaencTBme co
crneunanmctamMmm M3 MO ong onepatmBHOIO
pelleHNsa aapecHbIX NpobneM UneHoB
opraHmsaumnm.

MNpoBenu paboTy Mo peLueHunto Nnpobdbnem

NauMeHTOB, CBA3aHHbIX C AedeKTypoM NpenapaTtoB
B POD.

FnaBHoe 610po MC3

MpoaomKunm ydactme B paboTte ob6LLEeCTBEHHOIO
coBeTa npwu MasHoM bropo MC3

O603HauYMNM NpobnemMy OTKa3oB BK/IKOYEHUSA
YN3HEeHHO HeobxoanMbix TCP B UIMPA nmaumveHToB
MB.

AOpyroe

Bnarogapa nHMumaTmMBe Halle opraHmsaumm
MPUHATO peLleHNe OTMEHUTb TPAHCMOPTHbIM
Hanor ona ogHoro 13 pogutenen neten-
MHBaNMOOB.




OT4yeT 3a 2021 roa B undpax

&
durnHaHcoBble NoKa3aTeNun opraHMsauumm: goxoabl U pacxoabl, py6.
fop
NMoka3aTenb U3MeHeHue
2020 2021
Bcero NocTynieHuUi B T.u. 2788 496 1918 350 -31%
O0be O = BnaroTBopuTesnibHble MOXepTBOBaHMS 2 547 259 1777 800 -30%
nacxoaoB 3a 20
DKD3Z 1 HS OpraHusauuma meponpuatmnin® 241237 140 550 -42%
Bcero pacxofoB B T.4.: 3 037176 1968 290 -35%
NMprnobpeTeHre cpeacTs peabunmtaumm, nedebHoro NnTaHUs 2 348 938 1597 259 -32%
O6LLexo3aMcTBeHHble pacxonbl™ 10 512 3354 -68%
3apaboTHaga nnata 272 064 272 064 0%
Hanoru ¢ ®OT 103 825 95613 8%
Pacxofbl Ha peanv3aumio LLeieBoro MeponpuaTma 301836 -100%
* VHKaccauma aLLMKOB NOXXepTBOBaHMMN, NpoBeaeHmne MepornpuaTnin, cybcruamm, LeneBom NpoexT
** Komuccus 6aHka, mporpaMMHoe obecrneveHine




Pa3BuTue opraHusauumm:

[MpuBneyeHbl K COBMEeCTHOM
MHULMATUBHOMN pa60Te B aKTVBe
opraHmMsaunm HoOBbl€ YJieHbl

HauaTa paboTa Mo CTpyKTypu3aLmm
OTOEeMOB MO HampaBneHnaM paboThbl
opraHmMsaumm

x-rakg-nak:»

IOpuanveckasa nopaepxka
O HauaTa paboTa Nno CTpyKTypu3aLmm
AHHa ' ¢ OJOKYMEHTOB IOPpUNONYECKOIro XapaKTtepa
019 BOSMOXHOCTU UX 6bICTpOFO MOonCKa
‘ } ~ N npefnocrtaBneHunsa Hy>kgatoLmmcs
O [MpoBeLeHbl TNYHbIE KOHCYMbTaLLMKN
Y1eHOB OpraHmM3aukm no Bonpocam
NeKapCTBEeHHOro obecrnevyeHna n
KC HUS Ewe 6 nonbsopatene

\ b rnonyyeHnsa Mep coLianbHOM
MoadePKKM

© lNpoBeneHbl 3 BebrHapa a9 Bcex
UNEeHOB OpraHM3aLMmn Mo KPUANYECKUM
BOMpoOCaM KacaTeslbHO obecrnedyeHmsa
NIEKAPCTBEHHbIMK MpenapaTamu,
rnopayn 3aaBku B poHa «Kpyr Jobpa»

npo¢eCCM0Haanaq | :
ncuxosiornyeckKasa s Besaimiocm,
noanepxka f?*’;:,a
MpoBeneHo 9 BCTpeu Kyba ‘ Rty o
MCUXOMOrMYECKOM MOOLEPIKKM S ‘:fx%:)«sm‘,““”
(rpynmoBble 3aHATLA) y 4 f:;« ‘H,‘Jw i,

MNMpoBeneHo 108 MHOMBUMAYaNbHbIX i

OYHbIX KOHCYIJ1 bTalLMI MCUXOoraMm

MpyBReYeHbl HOBbIE YMeHbI B
PoauTenbcKmi Kiyo.

PeanunsoBaH yHUKanbHbIN B PO
MPOEKT ONa AeTen paHHero Bo3pacTa,
HampaBNeHHbIV Ha BOCMUTaHMe
AKTVMBHOM MO3ULMK pebeHKa B
BOMpoOcCax NieyeHuq
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Pa6oTta BHyTpu opraHunsauum B 2021 r

HacTtaBHU4YecKaa noaaepXxkKa

. OpraHmsoBanu 1 NpoBenm
perynspHble OH-NalH BCTpe4Yn B
pamMkax «LLIKonbl MyKOBMCLIMO03a» C
Lenbio MHPOPMaALIMOHHOM
noanep»Xku (B cpegHeM 2 BCTpeun B
MecsLl)

0 MpoBenOeH pan oby4alollmx MacTep-
K/1accoB U CyrnepBM3ni ang
«HacTaBHMKOB-KOOPOMHATOPOB» ,
KOTOPble OKa3blBatOT BCECTOPOHH IO
MHOOPMaLMOHHYIO MOoOAEPXKKY
ufleHaM opraHMsaUmMm 1 colmanbHoe
COMpPOBOXOEHMWE CeEMEN

[

OpraHumsauua cpeabl ansa
B3anMonoaaepXxkKm Mmexxay
YyneHaMum opraHn3auumm

O Co3paH 4aT B WhatsApp anga
YSIEHOB OpraHmM3aumMm

O6ecneyeHmne YrieHoB

O@ opraHusauum TCP
M Neyeb6HbIM NUTaHMEM

O Bonee 100 nogoneyYHbIX Noay4Ymmn
HeobxoanMoe neyebHoe NTaHue

—

o lMpoBeneHbl 2 HedopMarnbHble
BCTpeuUmn «PoomTenbCcKoro knyba»
019 HOBbIX CEMEN C LLENbIO
obneryeHma ux HTerpaLmm B
opraHmM3aLmo

O 13 nogoneyHbix obecreyeHsbl
HeobxoanMbIM TCP (MHranaTopbl,
CTepunmsaTopsbl, Hebynamsepsol,
PeLMPKYNITOPbl BO3OYXa,
ObIXaTeNbHble TPEHAXKePbI)




Pa6oTta B 2021 r. CO CNOHCOpPaMM,
onaroTBopuTensaMm, Megma

/. MykoBucumnpos. MockoBckasi obnactb
21 ceH 2021 . CnoHcopbl 1 6naroTeBopuTenu

Mo3gpaBngeM Haw nobumbin " Mnobyc "c e [lOAroToBUNU NPOEKT Ha 2022 rof, «BekTop
ngTHauuaTmneTmeM!!! YXU3HW». [logaHa 3a9BKa Ha KOHKYPC

. npoekToB B PoHAO NPe3naeHTCKMX FPaHTOB.
% Cnacubo,Mnobyc. MokasaTb eLwd E Sl £

BbINonHWAM BCe 3a4a4m NpoeKTa «Mbl
BMecTe» Npu nogaep»xke GoHaa
MPe3nOEeHTCKMX MPaHTOB.

HpMBﬂeKﬂl/l HOBbIX UMWMXOEBbLIX MaPTHEPOB:
XOKKEeMHaa KoMaHaa «MOHOMNT».

MNoaroToBUAM M MPOBEM NO34paBleHUs
6naroTBOpUTENbHbIX MAPTHEPOB U
CMOHCOPOB C Mpa3gHMKamMu (HoBbIM rof,
OHW POXKOEHUS).
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Pa6oTta B 2021 r. cCO CNOHCOpaMMu,
6narorsoputenaMm, Megma
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doHp «Kpyr gobpa»

« Bownun B cocTaB KOMMYHMKaLLMOHHOM
nowankn «Kpyr apysen» poHaa «Kpyr
nobpa»

 [lpoenu cBepky c DoHOOM Ha npegMeT
HanMuma B Ux 6a3e Bcex MogaHHbIX 3a9BOK
Ha BKJ/THOMEHME B CMMCOK MOOOMEeYHbIX
doHpaa oT naymeHToB MO

Cenvac npoxoauT akums nod HasBaHUEM
#TrikaftaChallenge gpns npusnevyeHnUss BHUMaHUS K
npobneme obecnevyeHns B3pocbiX Na [lokaszaTts ewle

Coucetm

« [lpoBenu ayauT coLiceTemn, Hadanm paboTy
Mo aKTUBHOMY MPUBEYEHUIO B
opraHm3aL Mo HOBbIX YNEeHOB Yepes
coLceTm

* ObocHoBanm HeO6XOﬂ,l/I MOCTb NnpoBeaeHm4d
ayaonTa canTa Ha npoeaMeT akKTyasJibHOCTU

*  OpraHmnsoBanau n NPUHANIM y4acTmne BO
dnewmMobax B coLceTax K TeMaTU4YeCKMM
aHAaM no MB




CMMUNM o Hac

Matepuannbl B CMU no TeMaTuKe MyKoOBUCLMAO3a U O HaLLEeU
opraHusauum

Kptoukoso

ANeKrHa NpmisBana pacllMpuTb OOCTYMHOCTb JIEKAPCTB O/14
B3POC/1bIX C MYKOBUCLINOO30OM

30l
«Mbl BMecTe» HEHAOOBOATbCA, k.
NXHALO HO.ﬂﬂEP)KVIBATb» ‘

«PoomntenbCKun KNyo6» BCTPETUICH C MCUXOI0raMu
Kyp6aToBbiM/ B KOBOPKUHIE

BMecTe pagau XXU3HU

[1oAMOCKOBHbIEe 60NbHbIE MYKOBUCLIMO030M HaYaaM noayyvaTb
JNEKaApPCTBa

NMoaoMOCKOBHbIE OeTU C MYKOBUCLIMOO30M 6narogaps "Kpyry
noobpa" Nonyydmanv OoPOrocTodllle NeKapcTBa

Kpioukoso

et cHAanM poinK K JIHKO MYKOBUCLIMO033

€

HoBenLLYO TEPANUMKO HAYHYT MOoayYaTb OAETU C
MYKOBUCLIMOO30OM B [10MOCKOBbE

BT.0. I/ICTPAHPOLLU'IA

BﬂAI'OTBOPVITEﬂbHﬁ »’ -3 _ ‘ Bpayu 13 MbITULL NoayYnaIm 6aarogapcrBeHHbIe NMMCbMa 3a
AKLIVA ﬂOMOU.IVLEOJlgHgI = ) NOMOLLLb 601bHbIM MYKOBUCLIMAO30M

= O 4

MYKOBMCLNAO30M P ' YXX13Hb Ha BeC 30/710Ta: Kak B Poccmm neyat 6oabHbIX
«CIMOPT BO UMA XKN3HWN» . MYKOBWCLIMAO30M

[eTn ¢ MYKOBUCLIMOO30M Havyanum NoJyydaTb MeaKaMeHTbl
0149 nedyeHna onarogapsa doHay «Kpyr nobpa»

BnarogapHoOCTb OT HalLUX AEeTeW 3a HEOXXUAAHHO MNPUATHbIE
utorn 2021 r

Netn 6naronapat doHO "Kpyr 0ob6pa”



https://lenta.ru/news/2021/08/27/mukoviscidoz/
https://cissmo.ru/2022/01/26/%D0%BC%D1%8B-%D0%B2%D0%BC%D0%B5%D1%81%D1%82%D0%B5/
https://360tv.ru/news/mosobl/kurbatovymi-v-kovorkinge/
https://in-istra.ru/novosti/obschestvo/vmeste-radi-zhizni
https://www.gazeta.ru/social/news/2021/11/30/n_16942993.shtml
https://life.ru/p/1453721
https://www.asi.org.ru/report/2021/11/22/deti-snyali-rolik-k-dnyu-mukovisczidoza/
https://360tv.ru/news/mosobl/mukovistsidozom-v-podmoskove/
https://360tv.ru/news/mosobl/vrachi-iz-mytisch-poluchili-blagodarstvennye-pisma/
https://mir24.tv/articles/16452602/zhizn-na-ves-zolota-kak-v-rossii-lechat-bolnyh-mukoviscidozom
https://vz.ru/news/2021/11/30/1131799.html
https://www.youtube.com/watch?v=DowrzvsohGs

Harpaabl u poctumxxeHusa B 2021 .

JlaypeaTbl NpemMun NybepHaTopa [MoyeTHasa rpaMoTa OT MOCKOBCKOM
MockoBckowm obiactm "Mbl pagom A obnacTtHom [dyMmbl

paou nepemMenH" B HOMMHaLU MM
"O6nactb nepemMeH" (ccbisika)

JlaypeaTbl KOHKYpPCa BUOEOPONTNKOB
A "Xopolwlee KMHO" ¢ dunbMoM "XKN3Hb

C MYKOBMCLIMOO30M, KakK OHa ecTb".
MopTan "Jobpadqa cTpaHa" (cchiika)



https://xn----htbbmtcbpckf5k0be.xn--p1ai/participants/ece6c502-009a-40ed-beed-850518d698de
https://rutube.ru/video/bceca786f548fa26a32d375a29629122/

NnaHbl pa3BuTtua Ha 2022 roa

Pa6oTac
rocypgapcrBeHHbIMU
opraHusauuamMmu:

PaboTa c rocygapCcTBEHHbIMM
opraHamMmu rno obecrneyeHmto
B3pOC/bIX MaumeHToB (18+) ¢ MB
TapreTHbIMK NpenapaTtaMmn, KoTopble
Ha OAHHbIM MOMEHT ABNAKOTCA
MNPOpPbIBHbIM fledyeHnemM MB.

NpuvBneyeHne BHMMaHNA M3 K
npobnemMe 60MbLLIOIrO BPEMEHHOIO
pa3pblBa C MOMEHTa MOCTaHOBKM

ONarHo3a 00 rnoJjiydeHmsd
HeobxoOMMbIX NeKa PCTB.

-

1 IR LAY |

Pa6oTa BHyTpU
opraHuMsauum:

YcoBepLUeHCTBOBaHWE CUCTEMDI
y4yeTa pacrnpeneneHms
61aroTBOPUTENbHOM MOMOLLIM cpeaun
Y/IeHOB OpraHM3aumun.

[NpuBnedyeHmne CpencTB Ha
peanm3aumnio NPOEKTOB Mo
obecnevyeHUnto YeHoB opraHm3aumm
TCP, cneumanmnsnpoBaHHbIM
NMMTaHMEM, Ha OpraHmM3aumto
npodeccroHanbHoOm
MCUXOSTOTMYECKOM MOMOLLN.

COBepLLIeHCTBOBaHl/Ie coumnanbHOro
conpoBoXgeHmd ceMen
KoOopamMHaTopaMm - paBHbIMI
KOHCYJTbTaHTaMMW.

OpraHu3aumsa paboTbl No
CBOEBPEMEHHOMY CO30aHMUIO
roOoBOM OTYETHOCTM.

Pa6oTac
6narorBopuTenbHbiIMU
napTHepamu:

MpuBneyYyeHme NnoTeHLUManbHbIX
6naroTBopuTenen. YeenmieHme
aKTMBHOCTWM B COLMANbHbIX CETAX.

Bepudurkaumsa Ha OCHOBHbIX
naoulaakax arperatopax
61aroTBOPUTENBbHOM MOMOLLN.

Bo3obHoBNEHME NpoBeaeHna
6naroTBopUTENbHbBIX APMapPOK.
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’ CoenaB nepeBoq ¢ 6GaHKOBCKOW KapThbl B 2
O KIIMKa co cBoero TenedoHa no QR-koay
[MpoBena oHNamH NepeBod ¢ 6aHKOBCKOMN
KapTbl HA CHET OpraHmM3aLmm Yepes
O

6e30MaCHYIO MAaTEXHYIO CUCTEMY:
https://secure.onpay.ru/pay/cfmo_ru?f=7#/

[Noooep»kaB HalLlW MPOEeKTbI, OTMPaBMB SMS-
coobuleHme co cnosomMm BOOX 1 cyMmmon
MOXepPTBOBaHMA Ha KOPOTKMM HOMep 7715.
Hanpumep: BOAOX 200.

Mbl ABIAEMCH HEKOMMEPYECKOMN
©1aroTBOPUTENbHOM OpraHu3aumen.
[MoXxanywmcTa, yKasbiBamTe

B HA3HAYeHUMM NnaTexa.
Cnacumbo!

Mbl Byoem 6rarogapHbl 3a 61aroTBOPUTENbHYIO MPOodecCUoHarbHy MOMOLLb B chepe SMM,
Pa3BUTUA calTa, ycnyr 1C, nonurpadum 1 T.4.

Byoem pafbl MOMOLLM B OpraHmM3aLmMm KybTyPHOIo Jocyra AeTen 1 UX ceMen (KHUMn, passBurBatoLlme
MNIPbl, MacTep-Kacchl, GUNeTbl Ha Pa3IMYHbIE KY/IbTYPHbIE 1 pa3BfeKaTellbHble MeponpuaTug,
1 1.0.). Mo 3TM BonpocaM obpallanTech K NpeacenaTesto NpaBneHnsa Halle opraHm3anmm.


https://secure.onpay.ru/pay/cfmo_ru?f=7#/

Mbl B UHTEepHeTe

[MonHyto nHPopMaL Mo 06 opraHMsaumm 1 ee OeaTeNbHOCTU, BKItoYaa GoTo
M BUOEO OTYETbl O MEPOMPUATUAX MOXKHO MOCMOTPETH 34eCh:

|| [ | I -
; v % L
s Haw caur '_ BKOHTaKTe Telegram
= [m] =
. .
NMpepcepaTtenb 3amMecTuTesb
NMpaBneHusa NMpepcepatenda NpaBneHusa
AnekunHa Onbra BnagnmMmmposHa  CMupHoB KOpum BaneHTUHOBUY
+7-926-528-44-12 +7-926-417-76-18

alekina.olga@yandex.ru smirnov.yury@list.ru



https://vk.com/public71581652
https://t.me/cfmo_info
https://cfmo.ru/
https://www.youtube.com/channel/UCi0iapAa6eHQj-dDqEZIkSA/about
mailto:smirnov.yury@list.ru
mailto:alekina.olga@yandex.ru

