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O6paweHune yupeautenen

memboukas AnuHa BnagumuposHa

HupekTtop

STOT rof, ObLJI O4eHb HAaChIIeHHBIM ¥ UHTEPECHBIM.

Mp5I npoBenu chbe3n IJ1s1 CeMell BOCIIUMTHIBAIOUINX ITOLPOCTKOB U
B3POCJBIX MOJIOABIX Jtofen ¢ CuHapoMmoM Buibsimca. Mbl mpoBenn
BMeCTe LieJIyIo HeJlest0, 00Cy»KIasi BaXKHbIe TeMBbl B3POCIeHUs U
Ilepexofa BO B3POCIYIO XN3Hb HamMX pedaT ¢ CuugpoM Buiabsamca.

Ewé B 3TOM rogy Mal BBIITyCTUIN Ha CBOEM I0ThIOO KaHase 7
aHMMAaLMOHHBIX POJIMKOB IIPO MOALEPXKKY CeMen 1
MHPOPMaLMOHHBIE: O LMAarHOCTUKE, JIeY4eHUN 1 BUIAX
reHeTU4YeCKnX 3a00IeBaHUN.

B 2019 ropny, cpa3y nocie jareps y Hac CTapToBasia rpynmna
COLIMAJIPHOWM afanTalun 11 MOJIOABIX PeOsT.



O6 opraHusauum

Ms1 — o6beMHeHne POIUTeIen ieTel C CMHAPOMOM Buibsmca.
Mz1 06beMHUINCEH, IOTOMY UTO YBEePeHBbl, YTO BMeCTe Jierye
IpeosojieBaTh TpygHOCTM Hamm 3agaun: okazaHune
MHOOPMALIMOHHOW, IICUXOJIOTNYECKO, IPAaBOBOW, MeIULIMHCKOM
oA eP>KKN ceMbsiM € feTbMu ¢ CB 1 cneunanmncram, paboTamunm
C HalllMMW AeTbMU. IIOUCK U OOy4YeHne CrelnaancToB,
padorarounx ¢ gerbMmu ¢ CB. coznanmne obuen nHGOpMaLMOHHON
6a3bl (BOITPOCHI MEOULIMHEL, YYPEeXAeHNs, IJle MOTYT ITIOMOYb,
obpaszoBaTesbHble MeTOAMKN U T.A.) ITo 11066IM BompocaM
CBSDKUTECh C HaMM !



Muccua n 3apgaum opraHusaumm

Muccus

Mgzl 06beHsIeM JII0LIeVl, KOTOPbIe BEePsIT, UYTO KaKI bl UeJIOBEK - OCOOEHHBIN !

3aaauv

» VHdbopMalMoOHHAas 1 ICUXOJIOTUYeCcKast
MO IePyKKa CeMel 1 JIIofen C CUHAPOMOM
Bunpsamca




PernoHsl pabotbl opraHusaumm




CotpyaHukun opraHmsaumm

lmemboukas Anuia BnagumuposHa lpuropbesa BepoHuka BnagummposHa

Hupextop PykoBoauTens exerogHoro cbesna cemein




[MpoekTbl opraHmsaumm

Ol
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Pepkue mynbtdunbmsl gns niopen

Ha cymecTByouiem 10Ti06 KaHaie
«Penxne mronmn» Mbl ony6amnkoBann 7
COLIMJIAabHO-TICUXOJIOTYMECKNX
aHUMAalMOHHBIX POJIMKOB

UHdopmMaLmoHHbIM KaHan
"Pepkue Jliogn"

IOTBI06 KaHaJ O peIKNX TeHeTUYeCKUX
3ab0yIeBaHUSX, CEMbSIX, KOTOPbIE
BOCIIUTHIBAIOT AeTeN C pegKNMN
3ab0yIeBaHUsIMM, O ITelarorax u pegKnux
CrlelMajancTax.
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Cbves3p cemen, BOCNUTBLIBAIOLMNX

NOAPOCTKOB U MONOAbIX B3POCAbIX
cCB

E>xerogHseIN cbe3n ceMen, Ha KOTOPOM
poauTen 0OMeHUBAIOTCS OTIBITOM,
CIYLIAIOT JIEKLIUN MOCKOBCKMNX
CIIeLMAINCTOB, YIaCTBYIOT B KPYTIJIBIX
cTOJIax.



[NpoekT «Pepkne mynstdpunbmsl
ans nioaeny

MynpTdWIBMBI NOCBALIEHBI TEMaM: peJikue 3a601eBaHus -
BCe OT ITPOSIBJICHUN, IMAaTHOCTUKM, TUIIOB JICYEHUS U
Tepanmn 4O NPOTHO30B; IICUXOJIOTNYeCcKas MOAHAePKKa
poauTesien - 3Tambl IPUHATUS UarHo3a CBOETo pebeHKa,
KaK TOBOPUTD C OIM3KMUMU U IPY3bsIMU, KaK CKa3aTh
pebeHKy, UYTO OH «OCOOEHHBIN>.



[poekT «Pepkne mynstdpunbmel gna niogen»

Llens npoexra

[ToBpIlIEHME KOMI’IGTGHU,T/IT?I pO,IU/lTe.TIeTZ ,ILGTGIZ C HApYUI€EHMAMN Pa3BUTNA N CIIEINAJINCTOB IIOMOTAaI0IINX

nmpodeccun.

3apaum npoekra

€ Cospgarp 7 aHMMALIMOHHBIX POJIMKOB U
Ony6JIMKOBATh X Ha I0ThI0O KaHae Penkne

JIroon




[MpoekTt «Pepkne mynstdpunbmel gna niogen»

Metoauku paborsi:

CHayvasia MBI IOATOTOBWIN TEKCT-CLLeHapUN, 3aTeM
WLIIOCTPATOP OJIKEH PUCOBATD KaXKIbIN Kaap, 3aTeM
pexxuccep OKMBUTE KAapTUHKY. OTAeNIbHO 3alIUChIBAIN F'OJIOC
3a KaJpOM U MY3BIKY.
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[MpoekTt «Pepkne mynstdpunbmel gna niogen»

O npoekre

Ha cymecTByrouem I0TI00 KaHayie <<P€,ILKI/1€ JIFOON» MBI OHY6JII/1KOBaJII/1 7 COIMJIAabHO-TICMXOJIOTYMECKUX

AHMMAaIIMOHHBIX POJIMKOB

HocturHyTble pesynbrarhl

» He menbwe 1000 yenoeek

Bcero mynpTukmn nocMmoTrpenn 6osabure 20 000 pas
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MpoekT «Cbesn cemen,
BOCMMUTBIBAIOLLMX NOAPOCTKOB U
monogapbix B3pocnbix ¢ CB»

E>xeromHpiii cbes3n ceMen OObBIYHO IIPOCBelaeTCsl KAKON-TO
OoTHenbHON TeMe. B aTom rogy sTo 66110 B3pocieHnne pebst
c Cuuppomom Bunbesimca. Camn pebsiTa y4acTBOBAIN B
Ipymnmax counaansalmnn, XOouT B IIOXO, Pa3BUBaIN
CaMOCTOSITeIBHOCTD, TOBOPWJIN O OyAYyIEM 1 O
npodopueHTauumn. Pogurenn cayuiaamn :opucToB, Bpaden,
rncmxosoroB. CaMu NpOBOAWIN KPYTIJIble CTOJIBI U
MMOAHWUMAaJIV Ba)KHble TEMBI COLIMAIN3aLUN PebsT C
MEHSIJIPHBIMIY HapyUIeHUSIMN.

12



[MpoekT «Cbe3g cemen, BOCNUTBLIBAIOLWMX MOAPOCTKOB U
monogapbix B3pocnbix ¢ CB»

Llens npoekra

OxaszaHne nHPOPMaLMOHHON U IICUXOJIOTNYECKO MOIALEP>KKN CeMbsIM, BOCITUTBIBAIOLUM pedsaT ¢ CMHIpOM

Buabsmca

3apgaum npoekra

€ O6bennHNTD pofgUTeIeN IIOAPOCTKOB JJIst
06MeHa OTIBITOM, JIJIsl YIACTUS B IEKLUSIX U
3aHATUAX
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MpoekT «Cbesp cemen, BOCMUTLIBAIOLLMX NOAPOCTKOB U
monogapbix B3pocnbix ¢ CB»

O npoekre

E>keromHseIN che3] ceMen O6BIYHO ITPOCBEIAeTC s KaKOW-TO OTAEIBHON TeMe. B 3ToM romy aTo 651710
B3apocaenne pebst c Cungpomom Bunbsimca. Camn pebsiTa y4acTBOBaIM B TPyNNax COLMAIN3aLUN, XOOUT B
IIOXOJ, pa3BUBAJIN CAMOCTOSITeIBHOCTD, TOBOPWIIN O OyAYILeM 1 0 TpodopueHTauumn. Pogurenn caymanmn
IOPUCTOB, Bpauen, NCnxosoros. CaMu NpOBOAWIN KPYTJIble CTOJIBI M MOAHMMAaIN BaXKHbIE T€MBbI COLMaTIN3aLnUn

peosIT C MeHSJIb

HocTturHyTbie pesynbrarhbl

» 30 cemen c petomun c CB

ITpuHAIM yyacTne B eXXKerogHou Che3ae,
ITOJIYYMIIV TICUXOJIOTUYECKYIO IO P>KKY 1
OTBEeTBI Ha BOIIPOCHI O B3POCJIeIN MOJOABIX
JII0fen C MeHSJIBHBIMY HapYLIeHUSIMU.
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[MpoekT «MHPpopmaunoHHbI
kaHan "Pegkue Jliogn"»

Cembs, BocIMThIBaloLast pebeHka ¢ MHBAJIMAHOCTbDIO
60JIbllIe TOABEpraeTcs cTpeccy. Bo-nepBbix, ceMbs
CTOJIKHYBUINCH C AMAaTHO30M CBOErO peGeHKa OCTPO
HY)XaeTcs C aKTyaJIbHOW MHPOpMaLIUN.

"Penxue JIromn" - 3T0 KaHAJI PO PeKMUX, KAaHAJ JIJIsI
YHUKAJIBHBIX Y KAHAJ JIJIS1 KAsKOOTO, ITIOTOMY UTO KaKIbIV
0CO6eHHBIN. MBI BEpUM B TO, UTO KaKIBIN YeJIOBEK
OCOO6EeHHBIN 1 YHUKAJIbHBIN, Y XOTUM IOEINTHCS 3TUM C

MUPOM.

BrI MO’KeTe MO3HAKOMUTHCS C BOJIOHTEPaMU, MOJIOIBIMU
JIFOOBbMM, KOTOPBIE XOTST IIOMOTaTh U 4eJIaTh MUP JIyYllIe.
[TocapIIaTh peKNX CIIELIUATNCTOB, UX JIEKLIIUN, MHEHUS 1
IIPOCTO IUIaHbI Ha Ovkaniiee oyayliee.

MBI XOTUM MMO3HAKOMUTH Bac C CeEMbsSIMUN, BOCITMTBIBAIOIII M
,ILeTeﬂ C peadKnMmn 336OJI€BaHI/1HMV1, " cCc caMMIN JeThbMWN.
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NpoekT «MHpopmaumoHHbin kaHan "Pegkune Jliogn"»

Llenb npoekra

Llens — nHOpPMALIMOHHAS U TICUXOJIOTUYeCcKas IToAgePsKKa ceMel, BOCIIUTBIBAIOIINX AeTe C peIKUMN
reHeTMYeCKMMM 3a60JIeBaHUSIMMN.

3apaum npoekra

Q MpbI opraHn3oBann CbeMKM, B KOTOPBIX Q B pamkax IIpoekTa, MbI cienann 28 Bugeo-
y4acTBOBAJIN PeXuccep, 2 oneparopa, POJINKOB, 6ymeM IMyoInKoBaTh UX B youtube, .
3BYKOpexXuccep, pegakrop. 1 caumann Bce 6 LlenbIo 3TUX BUIE0-POINKOB SIBIISIETCS
nHen. Takum o6pa3oM, y Hac eCTh KaueCTBEHHO MHPOPMUPOBaHME CeMel O COBPeMeHHBIX
OTCHSITBIN MaTepuan — 11 nMHTepBHIO CO TeHIeHLMSIX B MeIUlInHe, TICUXOJIOTUN,
crieumanucramu, 10 ucropmi cemen, 4 sekumn, 3 regarormke, OOMeH OIBITOM CeMel,
pacckasa OoT B3pOocCibIX pebsiT ¢ CUHIpOMOM TICUXOJIOTUYeCKas ITOAIeP>KKa, [TIO3UTUBHBIN
Bunpsmca. OMBIT OPYIMX CEMEN U T.II.
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NMpoekTt «MHpopmaumoHHbin kaHan "Pepgkne Jliogn"»

O npoekre

CeMbs1, BOCIUTBIBaIOU[as pebeHKa C MHBAJIMIHOCTBIO 60JIblIIe IOABepraeTcs CTpeccy. Bo-mepBrix, ceMbs
CTOJIKHYBLINCH C AMaTHO30M CBOEro peGeHKa OCTPO HYXKIaeTcs C aKTyaabHON nHpopmaunn. "Penkue Jlrogn”
- 9TO KaHaJI IIPO PeJKUX, KAHAJI IJIs1 YHUKAJIBHBIX Y KaHaJI IJIs1 KAXKIOTO, ITOTOMY UTO KasKI bl OCOGEHHBI. MBI
BePUM B TO, UTO KaXKIbI YEJIOBEK OCOOEHHBIN 1 YHUKAIBHBIN, 1 XOTUM IIOAEINUTHCS 3TUM C MUPOM. BHI...

HocturHyTbie pesynbrarhl

» Bonbwe 1000

Hamm ponmkn mpocMaTpuBaioT BO BCeM MUpe,
eCTb OOJIBLION OTKJINK 1 OOpaTHasi CBSI3b
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®PuHaHcoBbIN oTuer ot 2019r.

Moctynuno cpepcte: 2 796 047.00 P

[ToskepTBOBaHMS OT IOPINL], 1157 714.00 P

852 553.00 P

OcTaToK CpefCTB C NTPebIIylero roga

[ToskepTBOBaHMS OT PUIINLL, 579 833.00 £

C6opsI ¢ kpayadaHIMHIOBBIX IIaTHOPM 205 947.00 P
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DPuHAHCOBLIN OTUYET

Bcero norpayeHno: 2 093 666.00 P 4

A,EI,MVI HUCTPATUBHbBIE pACXOAbI
15%

NudopmaumonrHbii kanan "Peakme
Jhopu"

51%

Cresn cemen, BOCNUTIBAIOLLMX
NoApPOCTKOB M Monoabix B3pocnbix ¢ CB

30%

Penkune mynbtdunbmsl ans nopen
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no npoekty «Pepkue mynbtdunbmel ans niogen»: 629 905.00 P

100%

MNpoexT «Pepkne mynbTdmnbmbl ans
nogen»
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DPuHAHCOBbLIN OTUHeT

Npoekr «Pepkne mynbrdpunbmel gna niogen»

Pacxopbl no npoekty «Pepkue MynbsTdbunbmbl ans nogem»

[TpodeccmnonanbHbIe
yCIIyTn

%

NMorpaueHo
629 905.00 £
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no npoekty «Cbesp cemen, BOCNUTLIBAIOLLMX NOAPOCTKOB U MONOAbIX
B3pocnbix ¢ CB»: 1 054 312.00 P

100%

Mpoekt «Cbesn ceme,
BOCMMUTHIBAIOLLMX MOAPOCTKOB M
mornogbix B3pocibix ¢ CB»
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DPuHAHCOBbLIN OTUHeT

MNMpoekr «Cbesp cemen, BOCMUTLIBAIOLMX NOAPOCTKOB U MonopAbix B3pocnbix ¢ CB»

PCICXOJJ,bI Mo NPOEKTYy ((Cbe3,lJ, ceMeﬁ, BOCNUTBIBAIOLWNX NOAPOCTKOB U MOJTOAbIX B3POCbIX C CB»

%

06 1
1 054 312.00 P
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dPuHaHCcoBbLIN OTUeT

Pacxopbl no npoekty «MHbpopmaumnoHHbin kanan "Pepkue Jliogn"»: 320 000.00 £

100%

MNpoekT «MHPopMaLMOHHBIM KaHAN
"Pepkme JTiogn"»

24




DPuHAHCOBbLIN OTUHeT

Npoekr «MHPopmaumnoHHbin kaHan "Pegkue Jliogn"»

Pacxopsl no npoekty «MHubopmaupmorHsiit kanan "Pepkue JTioan"»

[TpodeccmnonanbHbIe
yCIIyTn

%

NoTrpaueHo

320 000.00 £
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DPuHAHCOBLIN OTUYET

AHanus apMnHuUcTpaTmeHbix pacxogos: 89 449.00 P

8%

MNpouee
44% 10%
3apaboTHas NNATa 1 NPOYMe BLINAATHI MNpodeccroHanbHbie ycnyru

COTPYAHMKOM

38%

Pacxopbl odpuca
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Kak nomoub poHay

—==
=

Coenartb
NoXepTBOBAHUE

MonpobHee uuTaiiTe Ha
cavite https://williams-
syndrome.ru/about/dona
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https://williams-syndrome.ru/about/donate
https://williams-syndrome.ru/about/donate

PekBM3nTbl 1 KOHTAKTDI

PekBusuTtsbl

1 NonHoe HaMmeHoBaHME OpraHMaauum bnaroteopuTensHbIi
doHA nopnepxKu noaen ¢ cuHapomom Bunbesmea
2 Kpatkoe HanmeHosanue opranmsauum bP «Cungpom

Bunbamca»

3 IHH/KMMN 7728400906,/772801001

4 OIPH 1127799011361

5 MNonHoe HanmeHosaHme 6anka [MAO CBEPBAHKT.
MOCKBA

6 BK 044525225

7 Koppecnongmpytowmit cuer 30101810400000000225
8 PacuetHbint cuet 40703810238000005925

KoHTakTbI

Email: sobakka.s@gmail.com
Tenedon: +7 (915) 005-70-43
Cavir: hitps:/ /williams-syndrome.ru
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@ HYMHA TTOMOILb

OTYéT cpenaH B KOHCTPYKTOpE OT4eTOB poHAA «HyXHa nomoLpb»

$POHA
MPE3UAEHTCKUX
FPAHTOB

KoncTpyktop peanuayertcs ¢ ucnonbsosanuem rpanta MNpesuaerta PO Ha passutme
rpaxaaHckoro obuectsa, npegoctasneHHoro PoHAOM NPe3UAEHTCKMX IPAHTOB



