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O6paweHune yupeautenen

lmemboukas AnuHa BnagumuposHa

HupekTtop

HoBble BO3MOXHOCTU

DTOT rof KaKnX-TO HeBePOSITHBIX BO3MOXXHOCTe. CHavaia
Ka3aJIoCh Y>KaCHOM Tpareiunen, YTO Mbl BEIHYKAeHbBI CUIeTh IoMa,
OTMEHUTD BBICTAaBKY POTO 1 BUZIeO C IPOeKTOM "ITO 5. 5
0COGeHHBIN", IPUILIOCh OTMEHUTD Che3]] CeMeM, a B 3TOM IOy
IIOJIKHBI OBLIN IIPUeXaTh MaJIbIIIN U UX POOUTENN, UM PU3NYEeCKn
Ba’kKHBI 1 HEOOXOAMMBI Halll BCTPEUn.

Ho MBI pemmiam, 4To ecin KAaTh "Iy4diiero BpeMeHun", To oHn
MOTYT " He HACTYIIUTE.

B pesynpTaTe Hally BEICTaBKy OH-JIalH ITOCETUIIO 60jiee 12 ThIC
YyeJIOBeK, a IlaHnpoBanu 250-500 rocren B My3eMHOM
IIPOCTPaHCTBe.

B pesysnpTaTe Ha OH-JIaNH CBhE3[ ceMel MOAKIIOYNINCE 60
pozxuTese 1 CTOJIBKO 3Ke ITOCMOTPesIn/TOCTYLUIAIN IIOTOM B
3amnmcu, a IlaHnpoBaIn cobpaTth 25 cemen B [TogMockoBbe Ha 5
ITHeMN.
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O6 opraHusauum

MBI, Kak 06befIHEHNEe POgUTEIeN, pacTeM BMeCTe C HallMU
meTbMn. C KaXXIbIM TO4OM MBI UyTh OOJIblIIe 3HaeM O HalllUX IeTsIX,
CMeJjiee TOBOPUM O cebe 1 CBOUX >KeJlaHusIX. OTKpbIBaeM 60blIne
BO3MO>XXHOCTU, MUPUMCS C OTPaHUYEHUSIMN.

Mgl cTanmn ceMberi. Mbpl TOMHUM ITPO AHW POXKIEHMs,
NoAAep>K1BaeM B pa3HbIX BOIIPOCaX, JeJIMMCS pelienTaMu,
IIOMOTraeM C iedeHneM. MBI YyBCTBYeM, UTO MBI eCTh IPYT Y ApPyra.
n A4a — MBIl OY€Hb pa3Hble: >)KMBEM B Pa3HbIX CTpaHaX, ITO pa3HbIM
IpaBuIaM, Mbl BEpUM B pa3Hble MeTOAbI, 1 [I0-Pa3HOMY
BOocnuThIBaeM getreil. Ho Bcex Hac 06bequHseT yAMBUTEIbHAs Cla
J1106BU ¥ YHUKAJIBHBIN OIBIT - OBITh POAUTEIEM 0CO60ro pebeHKa C
CMHAPOMOM Buibsimca, ¢ UX yAMBUTEIIPHOW YyTKOCTHIO, SMITATUEN
1 HESKHOCTBIO.




Muccua n 3apgaum opraHusaumm

Muccus

Hamra Muccns - mogmep>kuBaTh poguTeseit, KOTOpble TOJIBKO Y3HaIN O uarHo3e CBOero peGeHkKa.
O6benMHNTD 1 0Ka3aTb MHPOPMALMOHHYIO, IICUXOJIOTMYECKYIO MOAAeP>KKY BCeM CeMbSM B PYCCKOTOBOPSIIIEM
IIPOCTPAHCTBeE.

3apauu

» Co3zpmaTb MOLIHOE NOAIep>K1Baolee
COOO1IEeCTBO CeMeN C AeTbMI C CUHIPOMOM
Bunpsamca




PernoHsl pabotbl opraHusaumm




CotpyaHukun opraHmsaumm

lmemboukas Anuia BnagumuposHa lpuropbesa BepoHuka

PykoBopuTens npoektoB

HupekTtop

lopenuk Onbra

[Nnap u MeponpusaTus




[Mporpamma «llopgpepxka cemen
C AeTbMU C CUHAPOMOM
Bunbamca»

ITporpamma pa6oraert c 2013 roma. Mel 06beHsIEM CEMbU
co Bcex yronkos Poccunm n 6s1Biimx crpad CHI. Boiee 540
YyeJIOBeK 3aperMCTpUpPOBaHbl HAa HallleM calTe.



NMporpamma «lloppepxxka cemen c peTbMmn ¢ CUHOGPOMOM
Bunbamca»

Liens nporpammel

Llesnp mpoOrpaMMBI - aTh BO3MOXXHOCTB KaXXI0W CeMbe ITOYYBCTBOBATD ITOAIEP>KKY COOOIeCTBa.
[TouyBCcTBOBATH Ce6s1 YACTHIO UEro-TO OOIBIIETO, 11eJI0TO, BaXKHOTO, I'/le BHYTPU MBI MO>XeM ObITh pa3Hble, HO
Hac OO6beINHSIOT OOLINe LIeHHOCTU U YBaXKeHne APYT K ApyTry. Kaxkgpiii pognTenb BaseTCs] YHUKAIbHBIM
CIeLMaaInCTOM MU IIPOXOAUT CBOW ITyTh, B3POCJIesl U IIPeoioIeBasl CJIO’KHOCTY BMeCTe CO CBOMM PeOeHKOM.

3aaaum nporpammbl

Q OpHa 13 3aay - 3TO CO3aTh YHUKAJIbHOE ° HaTe nHPOpMaLNIO OT CIIeLINaJINCTOB 06
IIPOCTPaHCTBO, B KOTOPOM K&>KIbIV UYyBCTBYET OCOOEHHOCTSIX B3POCJIeHMS U Pa3BUTUS HAUINX
CBOIO BA)KHOCTBD 3HAUMMOCTh. C HaMM MOKHO neTemn.

y3HaTh 06 ONBITE IPYIMX, paccKa3aTb O CBOEM U1
ITOHSATPH KaK IBUTaThCs ITaJIbIIIe,




NMporpamma «lloppepxxka cemen c peTbMmn ¢ CUHOGPOMOM
Bunbamca»

3aaaym nporpammbl

€) PacckazaTb TMYHBIC UCTOPUU CeMeN




NMporpamma «lloppepxka cemen c peTbMmn ¢ CUHAPOMOM
Bunbamca»

MeTtogukm paborbi:

Mgl nipejiyiaraeM ceMbe Pa3HyYIo CTeIleHb y4acTusl B XXU3HU
coob61recTBa. MOKHO ITPUXOANUTD Ha BCTPEUN, IIPUe3KaTh Ha
Cbe3]1bl CeMeN, IIPUCHLIATD AJIs1 MyoanKaumum GoTo 1 INYHbIe

MCTOPUN, NTOJIYYaTh KOHCYJIBTALUN CIIELINATIUCTOB. A MOSKHO
IIPOCTO CJIYLIATh, CMOTPETh U YUTATh. Bes Bce MBI pa3Hble U
Ba)KHO JATh KAXKIOMY TO, YTO €My HY>KHO U TaK KaK OH MOKeT
3TO NPUHSTD.
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[MpoekTtbl nporpammel «[logpepxxka cemen ¢ peTbMu ¢

cMHapomom Bunbamca»

Cvesp cemen

O .I EskeronmHsiii c6op cement, BCTpeua B
ITogMmocKkoBBe 1151 O6IIeHNsT, OOMeHa

OIIBITOM W ITOATEePXKKU

Noapepxka HedopmanbHoro

O 3 o6weHms

[Ty6anKyeM IMYHBIE UCTOPUN U BeZleM
PYOpPUKM B MHCTarpaMm

02

Ipynnbl nogpepixkn

PerynspHsie rpynnsl NOALep>KKU AJIs
poauTenen.

IOT1106 kaHan "Peakuelliogn"

MudopMaliMOHHBIN KaHaJ Ha I0TI00

n



MpoekT «Cbe3g cemen»

O npoekre

Ha 7 nHe MBI cbe3ykaeMcsl CO BCell CTpaHbl, YTOOB! YBUIeTh IPYT Ipyra, IOYYBCTBOBATD CUITY COOOIIECTBa,

MMOJIYIUTD Ba’)KHYIO I/IHCI)OpMaI_U/IIO OT CIIeTNaJInCTOB, ITOJIYINTDb MHOANBUAYAJIbHbIE KOHCYJIbTallUN M ITOHATD KakK

ABUTATHCA OAaJIbIIIE

HocturHyTeie pesynbrarhl

> okono 60 cemeit npuesxaior
eXerogHo, 3to MMHUMyM 120
Yyenosek.

MHorne ceMbm 3a cUeT pefKOCTU InarHosa
BIIepBBIe BULAT Opyrux geren ¢ CB mMeHHO Ha
cbe3ne. OHM 0OpeTaloT HaflexXay, YeTK1e
OPWUEHTUPHI.

12



MpoekT «Cbe3g cemen»

Uctopua repos npoekra

M&rl BiepBble IIpuexanmn Ha cbe3p ceMeni B 2018 rony. £ 6bla morpsiceHa
aTMOCdepon KaKMM-TO BOILIEOHBIM IPOCTPAHCTBOM, KOTOPO€ CO3aINn
OpraHM3aTOpBl. X04y CKa3aTh OTPOMHOe crtacn6o BepoHuke n Anune, g
MMOHMMAIO0 KaKOW 3TO BaXKHBIN U CJIOKHBIV TPYA,. A MBI Tellepb Bceraa
TrOTOBBI y4aCTBOBATh M IOMOTaTh. MBIl TO3HAaKOMMINUCH C
3aMeyaTeJbHBIMN JIOIbMN, MBI TeIlepb TOYHO 3HaeM, YTO He OGHM U 3TO
NpugaeT CUIBl ABUTaTh Jaiblie. Tak He IPOCTO paCTUTh OCOO0ro pebeHKa.

XOTb MBI C My’KeM 1 CTapaeMcs He AeaTh pa3HuLbl n pactuTb CTenaHa,
Kak 06p1YHOTO. HO He Bce 3HaIOT Yyero 3To HaM cTouT. Ha che3me cemen
MBI IOYYBCTBOBAJIN Ce6s1 4aCThIO OTPOMHOM ceMbu. Kak aTo 11eHHO.
Crracno6o!

CrenaH n Exatepuna ITanossl. r.CapaToB
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HononHutenbHas nHopmaLms NO NPOEKTY

MeI IpOBOAMM 3aHSTUS IO apT Tepannu, TaHleBaJbHOW Tepanun n
JI06MMOMN YacThio Kaxkaon BcTpeun crana - JVICKOTEKA ))
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[MpoexT «pynnbl noaaepxkn»

O npoekre

[Tocye cpe3ma cemei OUeHb TSKeJIO ObUIO SKUTB LeJIblN IO, B O>KUaHMe Clefyolen BcTpeun. Mbl cTanmn
IIPOBOJUTD PeTyJsipHble TPYIIITEI TOALEP>XXKN, a B 3TOM IOy Iepelin Ha OH-J1anH dopmaTr. OKasasoch 3TO

OTJINYHAaA BOSMO>XHOCTD YBUIOETDH JABHO 3HAKOMbIE CEMbN N TIO3HAKOMWUTHCA C HOBBIMW POONTEJISAMW, KOTOPbBIE

TOJIBKO ITPNUCOEAMHAIOTCA K HALIEMY COO6I_U,€CTBY.

HocturHyTbie pesynbrarhl

> pBa pasa B Mecay okono 10
YYACTHUL(B OCHOBHOM 3TO MOMBI)

Taknm 06pa3oM MBI He TepsieM CBSI3b U
COXpaHsieM 3TO YyBCTBO OOLUHOCTYU U eJMHEeHN,
CTOJIb BaXKHOE 1 HY)KHO€, KOTOpble Mbl
npunobpeTaeM Ipy OYHBIX BCTpedax
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[MpoexT «pynnbl noaaepxkn»

Uctopua repos npoekra

MHe Ba’KHO MMeTb BO3MOXHOCTb TOBOPUTB O cebe, O CBOeM 0COO60M
MaTepUHCTBe M ITOCTYIIATh OMBIT IPYIMX MaM. Sl He 6bIBalo Ha KasKIOM1
IpyIle, HO 3HAIO YTO OHM €CTh M YyBCTBYIO, KaK KKIBIN pa3 II0Ty4alo
OTPOMHBIN peCcypc MOCje KaKA0N BCTPeUn.

MuHa XapentanHosa r.Mocksa
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MpoekT «Mopaepxka HepopmanbHOro obLeHus»

O npoekre

HoBoe nmokosneHmne po,uwreneﬂ B OCHOBHOM MIOYT Mchopmaumo Jyepes3 MHcTarpaMMm m MM Ba>KHO BUIOEeTh, YTO
Halma CTpaHMULa B MHCTA aKTUBHO M ITIOCTOAHHO ITIOIIOJTHSAETCSA. JInuHsbie NCTOPUN - OgHA N3 CAMBIX ITOITYJIAPHDBIX
pY6leK Mbus1 noJjiygyaem GOJIBIIIOE KOJIMYECTBO OTKIMKOB O TOM KaK 3TO nmogaep’KmBaeT po,uwreneﬂ Ha IIyTn

NpUHATUA OANarHo3a

HocturHyTbie pesynbrarhl

> 6onee 700 nognnucumkos

CeMbu cTanmn 60y1ee OTKPHITO Y YBEPEHHO IMUCATh
o cebe, B 2020 romy 60osee 30 cement 3axoTenmn
MOAEINTHCS INYHOW UCTOPUEN 1 OTyOIMKOBATh
doTrorpadumn.
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MpoekT «Moaaepxka HepopmanbHOro obLEeHUs»

Uctopua repos npoekra

JLoGpBIN AeHb, MBI TOXKe pelllniiv ITIOKa3aThCsl U HallMCcaTh Hally UCTOPUIO.
Mb1 13 r. HuxkHeBapTOBCK, Hallla 0COO6eHHas YIbsiHA. He 3HAl0 KaK Obl
>KWIN 6e3 Hee, OHa Halll KOCMOC, Hallla BCeJIeHHas.

18



MpoekT «lOT1106 kaHan "Pepkuelliogn"»

O npoekre

He Bce ceMbn nMero BO3MOKHOCTD IIPUeXaTh Ha cbe3f, ceMeli. Mbl co3mann 10Tio00 KaHail, rhe IyoanKyeM
MHTEPBBIO, JIEKLIUN 1 BUEeO MaTepUabl IJis CeMe C eTbMIU C PeIKUMN 32a00JIeBaHUSIMN.

HocturHyteie pesynbrarhl

» 850 nognucumkos n 6onee 500 Tbic
NPOCMOTPOB
MOC/TYLIATh JIEKLMIO CIIeLNaInCTa,
ITO3HAKOMUTBCS C CeMbel 1 y3HaTh 00
YHUKaJIbHOM ITyTU peb6eHKa C 0CO6GeHHOCTSIMM
MO>XHO He BBIXO/IsSI U3 IoMa.
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MpoekT «tOTI06 KAHan "Pegkuelliogn™»

CHS OTCTANGIA, TIPOCTD BHELINE HE NOKCH H APYTHE.
OTBETHTE
1 11 Mecauen iasag
L YMHAR MEHWAHA, NPUATHAR A NAPEHD XOPOWNA
# & OTEETMTE
4387k OTBET
29 MECALER HATA 1 (amarenc)
| TAKBA CHETNAR ADGPAR, W NBNEHL C4EHE XONOLIMA
¥ @& OTRETMTL
nBHT 10 MecALER Kasag
1 paBoTaET, 8 A B 17 NENY W HUYED HE ENAI0, MONOAEY NAPEsE
v ~ OTBETHTL

Th OTEET

w11 mecayes nasag

aap, ToyuTen Gul ¥ HETD Q0GPCTE TEM NRKLAM, KOTOPLIE 670 s’

obpacapaeHbix neanei. Npmeat ua Bawy

Uctopua repos npoekra

OT3BIBBI HA I0TIO0:

Kaxko1 xopoumii Mo3MTUBHBIN MaJIbUUK , BUTHO UTO >XeJlaeT BceM Jobpa.
JlackOBBI M HAMBHBIN pebeHOK. MaMa yMHM1a.

OueHb X0UeTCs1, YTOOBI B )XM3HM BCe Y BaC OBLJIO XOPOIIO.
Havi BaM bor 3M0poBbs 1 TeprieHnsl.
(06 nHTepBbIO SIHBI M AnTypa n3 A6xaszmn)

Xopouast mepeaya, MaMbl TaKue CBeTJIble, BOBJI€YEeHHbIe 1 CIYLIATD
mnHTepecHo. Ho HY>kKHO npomonkeHne!

(mpo Kpyrablii cTO ¢ 0COOBIMM MaMaMMN)
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®dPuHaHcoBbIn oTyeTt ot 2020r.

Moctynuno cpepcte: 1 680 718.00 P

%
[TocTyrnieHns oT Ipyrnx UCTOYHMUKOB 652 553.00 P
E o 00000

C6ops! ¢ kpayndaHAMHTOBRIX IIATHOPM 121 774.00

OcTaToK CpeCTB ¢ IPebIayLIero roga 705 182.00 P

[To>xepTBOBaHMUS OT GUBINLY,
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dPuHAHCOBbLIN OTUeT

Bcero notpaueHo: 544 087.00

B AgmuHucTpaTHBHBIE pacxogsl

B [Moppepxka cemeit c geTbMM1 € cMHAPOMOM Bunbsimca

29%

71%

156,254

387,833 P
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dPuHAHCOBbLIN OTUeT

Pacxoppbl no nporpamme «lMopgpepxka cemen ¢ petbmu ¢ cuHgpomoM Bunbeamcax»: 387

833.00 P

B [Mpoekr «Cbesn cemeit» 8% 30,040 ?

B Mpoexr «lOT06 kaHan "Pepkuelliogn"» 92% 357,793 P
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MdPuHAHCOBbLIN OTUeT

NMporpamma «lMopapepxka cemen c peTbMu ¢ cuHapomom Bunbsamca»

Pacxoppl no npoekty «Cbespn cemein»

3apabortHas nnata 1 npoune
BbIMIATHI COTPYAHMKAM

MNpodeccroHanbHbie ycnyru

%

MNoTpayeHo

30 040.00 P
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MdPuHAHCOBbLIN OTUeT

NMporpamma «lMopapepxka cemen c peTbMu ¢ cuHapomom Bunbsamca»

Pacxogbl no npoekry «tOTi06 kaHan "Pepkuelliogn"»

%

BbINAATbI COTPYAHMKAM

MNoTpayeHo

357 793.00 £
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dPuHAHCOBbLIN OTUeT

AHanu3 agmuHucTpaTtusHbix pacxopos: 156 254.00 P

B Pacxopbl oduca
B [Mpouee
I 3apaboTHas nnata 1 npoyme BbINAATE COTPYAHUKAM

MNpodeccroHanbHbie ycnyru

5%

16%

26%

53%

7,430 P
25,031 #
40,793 P

83,000 P

26




[MapTHepbl opraHmnsauum

/} ik |

Mermes production

[epMec NPOAAKLLH CTYAuS 3eneHas wkona [Mapk
www.hermesproduction.com/ lopbkoro
park-
gorkogo.com/places/ 172
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https://www.hermesproduction.com/
https://www.hermesproduction.com/
http://park-gorkogo.com/places/172
http://park-gorkogo.com/places/172

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

PexkBuanTtsbl

NonHoe HasBaHue: bnarotBoputeneHbiit dona [Nopnepxkm

nopen ¢ cuHapomom Bunbesmca

NHH/KMNN: 7728400906,/772801001

OTPH: 1127799011361

tOp. agpec: 117133 Mocksa, yn.ak. Baprn 38-139
Moutosbint agpec: 117133 Mockea, yn.ak. Bapru 38-139
Hanmenoeanue 6anka: NMAO CBEPBAHK . MOCKBA
PacuetHbin cuet: 40703810238000005925
Koppecnonaentckuin cuetr: 30101810400000000225
BUK: 044525225

KoHTakTbI

Email: info@williams-syndrome.ru
Tenedon: +7 (916) 229-07-91
Canr: https:/ /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



