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O6palueHne opraHusaumm
Hawa mucens, uenu n sapaum
[ne mbl paboTaem

Hawa komaHga

Mporpammel
Jlarepb vnu cvean cement ¢ petbmn ¢ CB

MudbopmaumnoHHas nopaepxka cemen

DuyHaHcoBble OTYETHI
Moctynnenue cpencts
Bce pacxoppi
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O6paLleHne opraHmsaumm

Cuna coobuwecTtea

[puropbesa Huka

MporpammHbIit aMpekTop



B Hauane 2021 ropa kasanock 4to Bce
YCTQnM OT NAHAEMMUH, OT
HEONPEAENEHHOCTH, HO TOYHO XOTENOCh
AEPXATbCsi BMECTE M BCE YYBCTBOBASIM B
3TOM cuny. 3HAETe, S U Cenyac BUXY
6onbLUYIO LEHHOCTb B HAWeM coobliecTse,
cembu ¢ aetbmn ¢ CB npogonxator
NoAJepPXMBATL APYT APYrd, obWaTbCs U
nepenuceiBaTbCs Kaxaslid AeHb. bonee 700
4eNOBEK HA CAlTE 30PErMCTPUPOBANUCS, A
KOXAYIO HEAEsto NoMy4ato NMMCbMa OT
CeMeM, KOTOpbIE TOMbKO HEAABHO Y3HANN O
avarHose csoero peberka. [pumepHo pas
B MECSL, NULYT ¢ 6ONbLION
61arofAapHOCTLIO 30 TO YYBCTBO
NOAJEPXKMU, EAMHEHUS, KOTOPOE OHM
MCMBITBIBAIOT OBLLASCh B 4ATAX,
NPOCMATPHBASR NEKLMM M YMTAS CTATBM HA
caitte. Jleto 2021 6610 XAPKMM 1 HOM
YAGNOCh NPOBECTH BMECTe € 12 ceMbimM
OTNUYHYIO Hegento B Tynbckoi 06nacTu.
et v pogutenu nununu Apoea, Kynanuchb
B peYKe M B 0O3epe, HOYEeBAM B NANATKAX M
rOTOBMIM BMECTE Ha KocTpe obeapl. Takue
Noe3[KN BCIOMMHAIOTCS MOTOM BCHO XM3Hb.
Poautensm oueHb BaxHO oka3aThcs B
NOAAEPXMBAIOLLEM W MPUHUMAIOLLEM
prry, ﬂyCTb HA Hejgen, HO ﬂOﬂy‘-IMTb
TOKYIO SMOLMOHAMbHYIO NOLMMTKY -
6ecueHHo. B pexabpe 2021 ropa npowna
MexzyHapogaHas koHdbepeHuus, Gnarogaps
bopMaTy OH-NAMH Mbl CMOTIIU NOAKIOYUTD
K Tpancnaumm 6onee 60 cemeit 1 asa
MEXAYHAPOAHBIX CMIMKEPT M3
Benukobputanmnu u Mpnaxamnmn ¢ nomoLusio
NepeBOAYMKA [ANM NEKLMM M OTBETUAW HA
BOMPOChI pOAUTENEN.
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Hawa MHUCCH4, uenn 1 3apadu

Brarotsoputenshbiit Pong CuHapom
Bunbsimca - 310 ycTonumsoe coobiectso
poauTEneit 1 CNeLManmncToB, KOTOpoe
CTPEMMTCS K PACNPOCTPAHEHMIO Maew
YHUKQNBHOCTH M LLEHHOCTH KAXAOTO
yenoseka. Mbl o6beanMHUAMCS, 4TOBBI
0B6MEHMBATLCS AKTYANBHOM MHpOPMaLMEn
O MeTOAAX NCUXONOro-NeaarorMyeckoro m
COLMANBEHOTO CONPOBOXAEHUS CEMEN,
BOCMUTLIBAIOLLMX AETEN C PEAKMM
sabonesanmem CuHgpom Bunbamca, a
TAKXe A1 OKA3AHMS MCUMXONOrMYECKOM
NOAAEPXKU [ETIM C CUHAPOMOM Bunbsmca
1 1x poautensm. Mol cosgaem mowHoe
noAAepXuBaioLee coobLLECTBO, NOTOMY
YTO YBEPEHbI, YTO BMECTE Nerye
NPeoAoneBaTh TPYAHOCTH, COBUPATH M
06pabaTbiBaTh MHGOPMALMIO, HOXOAUTL
HeobXOAMMBIX CMELManUcToB, obLaThea C
roCyAapCTBEHHbIMK CTPYKTYpamu. Hawa
OCHOBHQ$ LieNeBas rpynmsl - 4eTU C
Cunapomom Bunbamca (CB) u mx
pPOANTENM, MPOXMBAIOLME HO TEPPUTOPUM
PD (no panHbIM Hawero Powpaa -
6onee700 peteit u ux cembu). Cunapom
Bunbsimca - peakoe reHetueckoe
sabonesanune (BcemmnpHas opranmsaums
opdaHbix 3a60neBaHuit), Lns KoToporo
XApaKTepeH HABOP COMATUYECKMX
HapYLIEHWIt 380poBbs (Kapauonorusa) u
HOPYLUEHWE YMCTBEHHOTO M
3MOLMOHANBHO-BONEBOTO PA3BMUTHS
pebéHka.
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[ne Mbl pabotaem

Mocksa
Cankr-lNetepbypr
Mockosckas obnactb
Jenunrpaackas obnacts
Apneires

Antan

Antaiickuit kpait
Amypckas obnactb
ApxaHrensckas obnacts
ActpaxaHckas obnacts
BawkoprocTan
benropoackas obnacts
BpsHckas obnacts
Bypstus

Bnaaumunpckas obnactb
Bonrorpagckas obnactb
Bonoroackas obnactb
BopoHexckas obnacts
Harectax

Eeperickas AO
3abarkanbckui kpan
Mearosckas obnactb

MHrywetus

MpkyTckas obnactb

KabapamHo-bankapckas Pecnybnmka

KanuuuHrpaackas obnacts
Kanmbikus
Kanyxckas obnactb

Kamuarckui kpan

Kapauaeso-Yepkecckas Pecnybnuka

Kapenus
Kemepoeckas obnacts
Kuposckas obnacts
Komu

Koctpomckas obnacts
Kpacrogapckuit kpait
KpacHosipckuit kpai
Kpbim

Kypranckas obnactb
Kypckas obnactb
Jluneukas obnactb
MaragaHckas obnacTb
Mapwuit On

Mopagoeusi
Mypmatckas obnacts

Hereuknn AO

Huxeropoackas obnactb
Hosropogckas obnacts
Hosocnbupckas obnacts
Omckast obnacts
OpeHbyprckas obnacts
Oprnosckast obnacts
MeH3eHckas obnactb
Mepmckuit kpait
Mprmopckuin kpai
lMckosckas obnacts
Pocrosckas obnacts
Pasanckas obnacts
Camapckas obnacts
Caparosckas obnacrts
Caxa (dkyTusa)
Caxanutckas obnacts
Ceepanosckas obnacts
Cesepras OceTus
CmoneHckas obnactb
Craspononbckuit Kpa
Tambosckas obnacts
Tarapcran

Teepckasi obnacts

Tomckas obnacTb
Tynbckas obnactb

ToiBa

TiomeHckas obnacts
Yamyptckast
YnbsiHoBCKas obnacts
Xabaposckuit kpan
Xakacus
Xantbi-Maneuitckmit AO - IOrpa
Yensburckas obnacts
YeueHckas Pecnybnmka
Yysawckas Pecnybamka
Yykotckmnit AO
Amano-Heneuxunnt AO

Apocnasckas obnacts

06






Hawa komanga

Mnembouxas AnuHa

Menxonor

Cyposuesa Mpura

Iupektop

PykoBoaut nporpammon

MHdpopMaumoHHas noaaepxka cemei

[puropbesa Huka

MporpammHbIi anpekTop

Pykosogut nporpammamu

MHbopmaLpoHHas nopaepxka cemei

Jlarepsb nnu cvespn cemeit ¢ petemu ¢ CB
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OcHoBHast nporpamma
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O nporpamme

Mbi Hauanu Bctpeuatsbes 8 2013 rogy,
KQXAbIM rOf, KONMMYECTBO CEMEN,
NPHUE3KAIOLMX HO BCTPEYM POCNO U POC
MHTEpec NPOdECCMOHANBHOTO
COOBLECTBA, CMELMANUCTb MPUEIXAIOT
KOHCYNIBTMPOBATL POAMTENEN, O POAUTENM
NOMYYAIOT YHUKASIbHYIO BO3MOXHOCTb
yBUAETb apyrue cembm ¢ getbmm ¢ CB,
NOMYYNUTb SMOLMOHANBHYIO M
MHPOPMALMOHHYIO MOAAEPXKKY.
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cembu ¢ getomu ¢ OB3



Iuma ns Capatosa 1 AHToH 13 MockBbl Ha 3aHSITHAX B Nnarepe

13 nmuroro apxusa ¢ponaa "Cungpom Bunbsamea"



Oka3aHHas NOMOLLb M JOCTUTHYThIN 3 dekT

Kaxgeii rog 310 3Haunmoe cobbitve XayT 1
HE MOTYT MPOMYCTUTb CEMbM HALLIETO
coobuwectsa. B cnoxtom 2021 rogy Ham
yaanocs cobpatb 12 cemeit, kotopsle
npuexanu n3 pasHsix ropogos Poccuu, B
HeobbIYHOM pOpMaTE NANATOYHOTO NaAreps
Mbl nposenu 8 fHel Ha NpUpofe, roToBKNK
Ha KOCTpe M Kynanuce B peke Oka Kaxaplit
AeHb.



13 nnuHoro apxusa ¢ponaa "Cungpom Bunbsmea"

WNcTtopus Bnarononyyarens

Muwa (ectb cuHapom Bunsamca, 34 roga)
npu1esxaeT B narepb oauH, 6e3 Mamsl,
OYeHb MOMOFAET HO 3AHATUSX C AETBMM M
ANS HEro HALLe NPOCTPAHCTBO - 3TO MECTO
rAe ero BOCNPUHUMAIOT HO POBHbIX,
obuatoTcs ¢ GonbLKMM YBAKEHUEM M
MHTEPECOM PACCMPALIMBAIOT O €0 XMU3HH,
ocobeHHo poautenu peteit ¢ CB mnagwero
sospacta. OH BCceraa ¢ HeTepneHuem xaet
BO3MOXHOCTM NPMEXaTh eLue.



OcHoBHast nporpamma

MHbOPMALMOHHAS NOAAEPXKKA CEMEN




O nporpamme

MHbopMaumroHHyio noaaepxKy Ml
OKQO3bIBOEM C MOMEHTA OCHOBAHMS HOHAQ,
paay obmeHa MHPOPMALMEN Mbl 1
3atesanu Hawy pabory. MNpexae scero
poauntenn peteit ¢ CB xortst 3HaTs 0
0COBEHHOCTAX 300POBbS, TAK K& PA3BUTHS!
ceoux peteit. Ho m nepcnekTueei
COLMANM3ALMM 1 BAPUAHTI
TpymoycTpoicTaa. Mel nopaepxueaem
obLueHMe C HECKOIbKMMM ACCOLMALMAMM
poauteneit peteit ¢ CB 8 gpyrmx ctpaxax.
C lepmanue, Bennkobputanuen, ¢
Mpnanaunen n CLLA. Beio aktyansHyio
MHPOPMALMIO CTAPAEMCS MePEBOANTL 1
ny6nMKoBaTh y Hac Ha caifte. Tak xe
NEKUMH 1 BEBUHAPSI C XMBbIM OBLLEHMEM M
OTBETAMM HA BOMPOCHI POAMTENEN
OPraHMU3YEeM eXerofiHo.
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cembm ¢ getbmm ¢ OB3 1 cneumanmctsl
nomorarLwmx npodeccui



YHQCTHUKM KoHpepeHummn aekabpb 2021

13 nmuroro apxusa ¢ponaa "Cungpom Bunbsamea"



Oka3aHHas NOMOLLb M JOCTUTHYThIN 3 dekT

B fekabpe 2021 roga nposenu
MeXayHAPOAHYIO KOHbEPEHLMIO NSl ceMet
M CNEeLMANMCTOB MOMOTAIOLLMX MPOPECCHH.
B nporpamme koHbepeHumm aea axs
NEKLMN 1 CEMMHAPOB O OCOBEHHOCTSIX
3A0POBbS M NOBELEHMS, O OCOBEHHOCTSX
B3POCNEHNS A€TEN U MOJOABIX B3POCAbIX C
CB. bonee 60 cnywareneit co Bcero mmpa
NOAKMIOUANMCb OH-NANH. Tak xe
MeXayHApPOAHbIE CNIMKepbl- Npodeccop M3
Benukobputanuu auetonor Onbra CattoH,
a u3 Upnavan Punyona TaiHoH asTop
KHUIM 06 OPraHM3aumm MHKITIO3MBHOTO
NPOCTPAHCTBA ANs LWKOJ, FAE YHATCS AETH C
CB. C noMoLLbio CUHXPOHHBIX
NepeBOAUYMKOB YUACTHUKM KOHDEPEHLMM
CMOMIM MOCHYLLIATh NEKUMM 1 30A0Tb
MHTEpPECYIOLLME UX BOMPOCHI.



Bapocnbie pebata ¢ CB npueaxaior Ha Kaxayto BcTpedy

13 nnuroro apxuea ¢ponaa "Cungpom Bunesmca”

Wctopus bnarononyyartens

B Hauane Haweit pabotsl cnoxHo Bbino
30CY>XMTb OBEPUE CEMEN CO B3POCBIMM
pebstamm ¢ CB. Tak kak poautenu
MOB3POCEBLINX JETEM YXE HE HYXAAIOTCS
B TAOKOM KOJIMYECTBE MHPOPMALMM, OHM
4OCTO FOBOPMIIM YTO YK€ BCE 3HOKOMO M
MHOTHe cnoxHocT1 nosaan. Ho okasanocs
4YTO HALLM BCTPEYM O4EHb BAXHbI 15 COMMX
pebsT, OHM ApyXaT, obLaoTCs U
MCrONb3YIOT NOBYI0 BO3BMOXHOCTb YTOBbI
yBMAETLCS. A Mbl CMOITIM MCMOJIb30BATH 3TO
MPOCTPAHCTBO 4TOBLI OPraHM30BATL
MIoWaaKy Ans obMeHa OMbLITOM Mexay
POAMTENSIMM MANIEHBKMX AETEN U B3POCIbIX.
Tak1m 06PA30B BCE YHACTHUKM
COOBLLECTBA YyBCTBYIOT CBOIO HYXHOCTb M
HOXOAAT MECTO PSAOM APYT C APYrOM.
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[NocTynneHue cpepcts

Ocratok Ha Havano otyeTHoro nepuoga: 745 703,35 # Bcero noctynnenuit 3a 2021 roa: 1 301 163,47 P

39%

27 %

22%

15%

rlOCTyI'IJ'IeHMSl OT APYrmux UCTOYHUKOB

495 444,84

HO)KepTBOBGHMﬂ OT IOpHMANYECKNX NNL,

345 553,00 P

MoxepTBoBaHMS OT bU3MUECKMX NN,

274 612,63 P

C6opbl ¢ KpayadAHAMHIOBbIX MNATHOPM

185 553,00 ¢



Bce pacxoppi

Bcero opranusaums notpatmuna: 555 460,12 Ocratok Ha koHel, otyeTHoro nepuoaa: 745 703,35 P

61 % 40 %

333 860,12 P 221 600,00 ¢

3apnnara 1 gpyrue BbINAATHI MpodeccronanbHbie yenyru
COTPYAHUKAM



Jlarepb vnu cvesp cemert ¢ petommn ¢ CB

OcHosHasi nporpamma

Pacxogpl no Mporpamme: 122 827,70 £

56 % 45 %

67 827,70 £ 55 000,00 #

3apnnarta 1 gpyrue BbINAATbI MpodeccronanbHbie ycnyru
COTPYAHUKAM
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MNHpopmaumoHHas nogaepxka cemei

OcHosHasi nporpamma

Pacxoget no Mporpamme: 292 600,00

57 %

166 600,00 P

MpodeccronanbHbie ycnyru

44 %

126 000,00 ?

3apnnata 1 apyrue BbINAATb
COTPYAHUKAM
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Pacxopabl HO QAMMHUCTPATUBHO-YNPABNEHYECKYIO AEATENLHOCT

Ob6wwmi pacxopa 3a pacyetHeiit nepuog; 140 032,42

C6opbl ¢ KpayAPAHAMHIOBbLIX MNATGOPM

3apnnarta 1 gpyrue BbINAATh COTPYAHUKAM

100%

140 032,42 #



KoHTakTbl

OduumnansHoe HaMMEHOBAHME

BJIATOTBOPUTESIbHBIM ®OH NOALAEPXKKM NIIOLEN C CUHOPOMOM BUIbIMCA

MHH opranmsaumm KMM opranmsaumm OrlPH opranusaumm

7728400906 772801001 1127799011361

IOpuanueckuit agpec MoutoBe appec

117133, Mocksa, yn Akagemuka Bapru, 38, 139 o

Tenedon DnekTpoHHas noyTta OduumnansHbiit cant

+7 (916) 229-07-91 veronka77@mail.ru https:/ /williams-syndrome.ru/

PekBM3nThbl

Hasearnue 6axka BUK PacuetHbiit cuer KoppecnongeHntckuit cuet

044525225 40703810238000005925 30101810400000000225


tel:+7 (916) 229-07-91
mailto:veronka77@mail.ru
https://williams-syndrome.ru/

Kak Ham nomoub

CoenaTtb NOXepTBOBAHME

& anpro

OTuéT caenaH B KOHCTPYKTOPE OTYETOB NpPoeKTa «Aapo»

@®OHA
MPE3UOEHTCKUX
FPAHTOB

Mpoekt peanusyertcs ¢ ucnonbsosanmem rpawta Mpesuaerta PO Ha passutie rpaxaaxckoro obuiectsa,
npegoctasnerHoro MoHAOM NPEe3UAEHTCKMUX IPAHTOB
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https://williams-syndrome.ru/about/donate
https://core.nuzhnapomosh.ru/
https://xn--80afcdbalict6afooklqi5o.xn--p1ai/

