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BrozomeopumensHblii
gemerud uewmp Joporue apy3bsi, yaacTHUKM MapadoHa «CBeT

PozxaecTBeHCKOII 3Be3ab61» 2021-2022!
p Cepaeuno  Oaarogapum  Bac  3a  y4JacTue B

V N 01aroTBOpUTEABHON aKLUI B IOAAEP>KKY ITOAOIIEUHBIX JeTell
6 g baarorsopureasnoro nenrpa «Bepio B uyao» m Hagomuoro
xocrmca «Jom Ppynroao». baarosaps BaMm Mbl CMOIAM OKa3aTh

aApeCHyIO IIOMOIIb 6 ITOAONEYHbIM AETsAM U ellle 72 AeTsM B paMKax BBI€3AHOV MeAVIIVIHCKON
cay>x0bI xocrca «/lom @pynmoao» (Hagomusiii xocrniuce «Jom Ppyrirnoao»).

Komy Mb1 BMecTe momoran?

Axyaos Makcum, 5 aeT
3a0oaeBaHue:

AereneparusHoe 3aboaesanne ITHC
Cymma Bamreii momonmn:

340 078,5 pybaein

MakcuMm - BTOpPOIl  AOATOXAAHHBIN — peO€HOK,
OepeMeHHOCTh MaMBI ITpoTeKada Oe3 ocobeHHOcTell. OAHAKO
B 4 Mecira Mama oOpaTmaa BHUMaHIeE, YTO MaAeHBKUI
Makcum He JepXUT roaosky. IloTom B 1010XKeHHOM
BO3pacTe MaAbuMK He IIepeBepHYACs, He cea, He IIOIIEA, He
3aroBOpPUA.

B Bospacre 7 mecsaieB MakcuMy nocTaBuAM AMarHo3
— JereHepaTuBHOe 3a0oJeBaHMe IIeHTPaAbHOV HepBHOI
cucreMbl. Maapuuk OblA TocnmTaAusuposBaH B /eTcKyio
o0aacTHYI0O OO0ABHMIY AAsl oOcAelOBaHUsA. 3aTeM AAs
yTOYHeHIs AuarHo3a Obla HallpaBaeH B Poccmiickyio 4eTcKyio

KAMHNYECKYIO 6OAI)HI/ILIy. MaKCI/IMy HasHa4MAN IIpoBeAeHIIE
AOPOTOCTOSIIIETO TEHETMIECKOI'o aHaAarn3a, KOTOpI)HZ BBISIBVIA MYTallIO MUTOXOHAPUN O4HOIO 113
TeHOB MaAbuMKa. MyTalus NpuBOAUT K AeTaAbHOM HIedasonaTiy. DTo 3HaYMUT, YTO Makcum
— peOEHOK, KOTOPBIN HY>KAaeTcs B 11aAAMaTUBHON ITIOMOIIN.

Hecmotps na nmpobaemsr co 3a0posbeM, Makcum uyaecHbIN, AI0OMMBIN CBOell ceMbelt
Maabiil. OH y3HaeT pOAHBIX, yAbIDaeTcs, akTUBHO MHTepecyeTcsl OKPY>KaloIM MIUPOM. Y Hero
eCcTb ArOuMast urpymka -— 3ariamk. Bcemu cBomMm IIpOABAECHNAIMU MaJleHbKIIi Maxkcum
IIOKa3bIBa€T, 4TO XOIET IIO3HAKOMUTDCA U IIOAPY>KUTHCI C MUIPOM, B KOTOPOM pOAMACI.

Y MakcumMa Havyaamuch IIpoOAeMBI C AbIXaHUEM, OH HyXJaacsi B IIpuoOpeTeHuu
CIlelMaAbHOIO alapara — OTKallAuBaTeAs, KOTOPbIN IOMOTaeT BBIBECTY MOKPOTY U3 AeTKMUX,
o0zerdaet u crabuAM3UpyeT TeM caMbIM JAbixaHne. baarogaps sareir mogaep>kke HaM y4aa0Ch
ero IpuoopecTu.



Koan6epos Buxrop, 7 aet
3aboaeBaHMe:
raaakTo3eMIUsI

Cymma Bamrert momomnyn:

39 200,00 pybaeit

Burs poamacs ¢ peakuMm = reHeTUMYECKUM
3ab04eBaHIeM, KOTOpOe Ha3blBaeTCs ralaKTO3eMIsL.

Drto obOO3HayaeT, 4YTO OpTaHM3M MadbuylMKa He
MOKeT IlepepabaThIBaTh caXapHYIO ralakTo3y.

Maapuuk poauacs C XXeATyXOM U KaTapaKTOM Ha
obomx raasax. HeoHaTaAbHBII CKPUMHUHI peOEHKY
cAedaau Ha YeTBEpPTHII AeHb IIOCAe  POXKAEHNS,
pe3yAbTaThl HPUIILAN Ha AE€CSITHIVA. Maasimia
rOCHUTaAU3UPOBAAU B oTaeAeHue aTOAOIUN
HOBOPOXXAEHHBIX. ¥ Butm BbisgBMAM rasaxrosemuio III
crenienn TspKecTu. CIIMCOK ITOCA@ACTBUN AAs 340POBbs
MaAbulKa OTPOMHBII: IOpa>keHle [IeHTpaAbHOV HePBHOI

CIICTEMBI, II€YeHl, ITI04YeK, Irias3, BpO)K,ZI,éHHIJHZ IIOPOK cepana, 3adep>XKa pasBUTNA, HaPpYIIEHII

¢popmMupoBaHI OCaHKM.

Ha IIPOTI>KEHNN 7 aAet poaurtean caMOCTOATEABHO 60pOAI/ICI) 3a >XU3Hbp Maabunka. OHu

IIpoxoanAaAn OecuncaeHHOe KOAUYECTBO KypCcoB AJA€4YeHN:sA U peaGI/I/H/ITaLU/H/I, IIOKYyIIaAV

0e3aakTO3HOE nmraHue, AeKapcrsa, KaAbLII/If/l, IIperiaparbl 445 IIOXWM3HEHHOIO IPUMEHEHV.

Mawma Butu mpodada BCE VMYIIECTBO " 6pa/1a KpeanTnl, 4TOOBI IIOMOYb CbIHY. Ho ceriuac cembs

He CIIpaBAsIETCIA CaMOCTOATEAbPHO, OHM BII€pPBbIE 06paTI/I/H/ICb 3a ITIOMOIIIBIO. n 6Aar04apﬂ B TOM

qrcae U Ballen IIoMonIM, Mbl CMOTIANM M moMmoub! Bute 3aKyIImnaAn 0Oe3aaKkTO3HbBIE IPOAYKTBI 1

cMecCH.

Mapmunkosa Mapmuna, 5 aet
3aboaeBaHue:

Pannss sImaenTuyeckas sHIiedalonaTus,
myTanus rena CDKL5

Cymma Bamreit momomnmn:

93 053,45 py0aeit

Maaenbkas Mapuiiia OykBaAbHO CO BTOPBIX CyTOK
JKM3HI He 3HaeT KaKOBO 9TO: JKUTh Oe3 6oau. B cayuae
MapuHbl Bpaun CBA3BIBAIOT €€ DIACTICUIO C MyTallueil B
O/HOM M3 T€HOB. DTO O3HayaeT, YTO M3Ae4eHUe AAs
Mapunbr  MaaosepositHo. Ho MOXHO KynmposaThb
My4YMTeAbHBle  IIPUCTYIBI, KOTOpble  0e3>Kaa0CTHO
OoTOpaceIBalOT peDeHKa Ha3a B Pa3BUTUI.

Mapuna HyXJadach B IIyAbCOKCUMETpe AAs

sMepeHn:s1 YpOBHA KHNCA0pOda B KpOBUM I IIOPTAaTMMBHOM acIMparope A4s O4YMIIEHVII

AbIXaTeAbHBIX HYTeIZ OT CAMN3N.



Crpeaxkoscknii JKens, 4 roga
3aboaeBaHMe:

EanHCcTBeHHBIN ABYIIPUTOYHBIN
AEBBIN XXeAyA04eK cepAalia
Cymma Bamrert momomnyn:

89 226,8 pyOaeit

XKenst poauacsa ¢ peaKuM IIOPOKOM
cepaiia. 3a IepBble TOABI CBOEN >KM3HU OH
IIepesXMA IIATh OIlepaluii, TPU U3 KOTOPBIX

ObLAM IPOBeAeHB Ha OTKPBITOM cepalie C ero
ocra”oBkoll. Onepanun JXene aeaaam u B
Poccun, un B 'epmannu. B HosOpe cocrosnme JKenn yxyammaoch u eMy HeOOXOAMMO CPOYHO
exaTh Ha AONO/AHNTeAbHOe 0DcaesoBaHMe B bepaAnHCcKMII KapAMOAOTMYeCKUI IIeHTP, KOTOPbIi
3aHMMaeT OAHO 13 IIePBBIX MeCT B MIpe 110 Ae4eHUIO JeTell C TAXKEABIMU ITopoKaMu cepatia. Tam
MaJbuMKy IpOBeAyT IOAHOe oOcaeioBaHue: 30HAUpoBanne, MPT cepatia, sxokapauorpaduio.
JKens caact MHOXKeCTBO aHaAM30B, IIOCAE Yero UX KAeT KOHCyAbTalus KapAMoAora LieHTpa U
Ha3HauYeHle JaAbHeNIIero AeUeHIsl.

C4uéT, KOTOpBIN BBICTAaBUAU CeMbe, OrpoMHbi — 1moutu 20 ThIcAY eBpo. Cembs
oOpaTnaach 3a IIOMOIIBIO B 01aroTBOpUTeAbHbIe (POHABI, OHM IIOMOTIYT OIAaTUTH AedeHne. Ho
emeé Mame C peOEHKOM HYXHO A00paTbcst B bepamn u >Xuth TaM BO BpeMsl IIpOBeAeHNs
oOcaeaosanusl. baarogaps BaM MbI CMOXXeM MM B 9TOM ITIOMOUYb.

Tarmuu Hapaga, 6 aet
3a0oaeBaHme:

anoMaaus: Jdenau Yokepa
Cymma Bamreit momomnmn:
362 949,16 pybaein

Hapaga poauacs B cpok B IIOAHOMN, AIODsIel ceMbe.
Poaurean oueHb XJaau ero mospaeHus. Ao Iectu MecsAles
MaAbplIl  pa3BMBaACid B COOTBETCTBMII C BO3pPaCTOM. Ilocae
AOCTIVDKeHIsI peOeHKOM 11oayroga Mmama Hapaapr Kaannan craaa
3aMedaTb, YTO OH TepsaeT HpI/IO6peTeHHbIe paHee HaBbIKU.
Havaanucp OeckoHeuHble IIOXOABI IIO BpayaM B IIOIbITKe
pazoOpaTbcsl, B 4yeM IpUYMHA TaKoro perpecca. Meauku
Ha3HauMAU AedeHne, HO d(pdeKTa OHO He IIPUHECO.

B aBa rosga perpecc B passButum pedeHKa cTaa

crpemuteapHpiM. Hapasa mnepecraa gepxaTb T0A0By, OH He MOI CHAETb, II0A3aTh U
repesopadmnBaThcs. VIrpyIku Bpliagaan U3 pyK MaAblllla, roA0Ba Apoxkaaa. V13 mponsHOCcuMbIX
CAOB — TOABKO 3BYKM, U3 IIMIIM — TOABKO CIelMaAu3upoBaHHOe nurtaHue. boapmyio yacrs
BpeMeHl pe0eHOK CI1al.

B centabpe 2017 rosza Maablllla TOCHUTAAM3VPOBAaAM Ha o0OCAejOBaHUE B
HeBpoJAornyeckoe otdedeHne /Jerckoil o0aacTHOI OoabHUIIBL. Bpaum amarHocTmMpoBaan
BBIpa>KeHHYIO aTpouIO BceX 0TAeA0B TOA0BHOIO Mo3ra. Bo Bpems rocninraansanum y Hapaast
MOSABUANCH NPU3HAKU IIPEPBIBIICTOIO ABIXaHUS M OABIIIKA, Hadyalach ITHEBMOHN:, IIO3XKe Y
MaAblllla OCTaHOBMAOCE AbIXaHMe 1 ceparie. Meaukn sepuyan Hapaay K >kusHu, ogHaKo peGeHOK
IIpoBea Mecsl] B KOMe 1 TP Mecslla — Ha anliapare MCKYCCTBeHHOM BeHTUASLUM AeTKUX, eMY
OblLaa yCcTaHOBAEHa TpaxeocToMa I TracTpoCTOMa.



B oraesenun peanmmManuu MaapumMK IpeObiBaa IATh Mecsnes. B ¢espase 2018 roga
cocrosinne Hapaaspl yaaaoch ctabnananposaTs, €ro OTKAI09nAn ot annapat VIB/, Ho octasuan
TPpaxeocToMy, €ro IlepeBeAN B IIaAAMATHBHYIO I1alaTy HeBPOAOIMYeCKOIO OTAeAeHMs, 3aTeM
BpIcaan Agomoit. Toraa, 4ToOBI TOATOTOBUTH MaAb4ulKa K BBIIINICKe, bAarorsopureApHbli LIEHTP
«Bepio B 4yso» Ha coOpaHHBIe IIOXKepPTBOBaHMS IIpuoOpea AAs peOEHKa HeoOXOAMMOe
MeJUIIMHCKOe O0OpyJoBaHMe I pacXOoAHble MaTepuaadbl K HeMYy: aclupaTop, MHIAAITOp,
IIPOTUBOIIPOAESKHEBBIN MaTpall, CliellaldbHOe Kpecao 445 KylaHus 1 MHoroe apyroe. Hapaga
y>Ke TpU C II0AOBMHOM roja >KMBET goMa. B TeyeHne AByx aeT oH Obla cTabuaeH, U poAUTeASIM
yAaBaA0Ch CIIPaBASATLCS C o 00Ae3HAMM 40Ma, Oe3 KaK1x-A100 0CAOKHEeHMIA.

Ho ¢ nawasaa 2021 roga Maapllll Hayal O4Ye€Hb MHOIO 004eTb. DTO IPOUCXOANAO
MpaKTUIeCKN Ka’KABI MeCsl, U C KaXXABIM pa3oM KOAMYECTBO MOAXOASIIUX aHTUOMOTUKOB
CTaHOBMAOCH BCE MeHbIIle, HAXOAUTh UX B allTeKaX POAUTeAsIM yKe He yaaBaaockh. IIpmumna
TaKOIO COCTOSIHUSA peO€HKa: MYAbTUPEe3UCTeHTHble OakTepuy (CHHETHOJMHas MHaJodyka U
300THUCTHIN CTAPUAOKOKK).

B nocaeanne asa paza mame Bmecte ¢ Hapaaoit mpuxoamnaoch A0KUThCs B OOABHUILLY,
9TOOBl TaM MaAbUMKy I10400paaM HYKHBINI aHTMOMOTUK. Bpaum Taxke KOHTpOAMpPOBaAU
YPOBEHb KIICA0POJa B KPOBH, peOEHKY OBIA0 OUYeHb TSI’KeAO ABIIIaTh.

Ceityac MaAbuMK A0Ma, C CeMbell, eMy TpeOyeTcsl 40POTOCTOSIIINI, AAUTEABHBIN KypC
aHTMOaKTepraAbHO Tepanum AAsl IIOAAaBA€HUSI pOCTa CMHETHONMHONM NaAO4YKM U 30A0THCTOTO
craprA0KOKKa, MHa4Ye MaAb4IlK He IlepecTaHeT 001eTh. MBI BMecTe ¢ BaMU IIOMOT AN ITproOpecTn
AAsl MaAb4MKa Kypc aHTuOmoTnka «bpammroo».

JIkoBaeBa Buka, 8 aer
3aboaeBaHmue:

aHOMaAM:s Pa3BUTHUS TOAOBHOIO MO3Ta
Cymma Bamreit momomnmn:

222 839,08 pybaeit

11 ¢espaas 2022 roga Buka ymepaa B peaHmmarun.
/JeBouka 601e4a ¢ poxKAeHNs — y Heé ObLaa peaKasi aHOMaAus
passutusl. [loHauaay oHa emé aepskada TOAOBKY U IyAlAA,
IIOTOM HayaAcsi MeAJAeHHBII perpecc. /eBouka He cMoraa
Hay4MUTLCs CUAETD, XOAUTD, pa3roBapyuBaTh.

Ha noneuennu «Bepio B uyao» «Joma @py1ioao»
Buka ¢ 2017 1. B 2018 roay cocrosHue A€BOYKM Pe3KO
YXYAIIILAOCH, C TOIO TOAA MaAblIlIKa MOrda ABIIIATh TOABKO C
nomompio anmnapara VIB/. DkcrpeHHble rocrmraamsaniyn
craAy OyAHSIMM CeMBU.

B aexabpe y Bukm cayumacs ouepeaHOi KpU3UC,
9TOOBl CTaOMAM3MPOBATL €e COCTOsHNe, Ha COOpaHHbIe
IoXKepTBOBaHM: B paMKax Mapadona «CseT PokaecTBeHCKOT
3Be3Abl» AEBOYKe 3aKyIMAM MCKYCCTBEHHOe AerKoe U

OTKaIllAMBaTeAb. O6opyAOBaHI/Ie, KOTOpOe ITOMOILA0 Buxke IPOXNUTh €IJe HECKOABKO MECILIEB,
ocranetcs B Hagomuom xocrmce «Zlom @pyrimoao» u ripu 1epBoi HeoOXoAMMOCTH OyaeT IiepeaHo
APYTOMY II0A0IIe4HOMY peOeHKYy.



ITporpamma

Haaomubmi xocnmc «Jom @pyrrnoao»
Cymma Bamrert momonmpn:

483 947,50 py6aei

Hazomusnit xocrmmc «Xocrmce AJom

@pynmoao» ot Bcero ceparia 6aarogaput Bac
3a IOMOIIb B  3aKyllke  arIapara
HeuHBa3uBHOW BeHTUAsIMU Aérkux (HVIBA)
n obopyAoBaHUs AAs  TacCTPO®HTEpPOAOra

(HaHOAI)HBIe BeChbl A1 ITalIVIEHTOB Ha KOAsICKe,

BePTUKAABHBINI POCTOMEP, TOPU3OHTAALHBIN
poctomMep AaAs JeTell A0 To4a, KaAulep).
HIIB/1 Ha cay>x0y 0514 3aKyIlA€H AAs TOTO, YTOOBI B CAy4dae ITI0AOMKM aIlapaTa y H0o40IIe9HOTO
pebeHKa, y KOTOPOTO >KI3Hb 3aBUCUT OT BTOTO IMpUOOpa, CIIeNMAaANCTEI CAYXKOBI Cpa3y MOTAU

Iiepeaarb €ro ceMbe.

Haaomublit xocnyc mMeeT Opuraabl, OCyIIecTBASIONIe IIOMOIIL Ha A0MY y HaljueHTa. B
KOMaH/e XOCINCa TPYAATCS BpauM IaAAMaTUBHONM IIOMOIIM, MeACeCTpbl, COllMaAbHble HSHI,
IICUXOAOTM  CeMeNHONM Tepanmy M KAMHUYECKMI IICUXOAOI, WIPOBble TepareBThl,
HeJpOIICUX0AOT, CIelaANCT II0 CTOMaM, KOOpAMHATOPBI aAPeCcHO U MaAAMaTUBHON IIOMOIIH,
a TakXe Y3KOIIpopUAbHBIE CIIeIaANCTHI 10 3aIIpOoCy Hall/ieHTa.

80% paboTel CAyXOBI MPOXOAUT Ha AOMY y peOeHKa, Bedb OOAbIlle ITOAOBMHBI
IIOAOIEeYHBIX JeTell He MOIYT CaMOCTOATeABHO IepeABUTaThCsl, MHOTUM M3 HUX HEOOXOAVIMBI
CTalllOHapHble aIlllapaThl MHOAAepP>KKM (YHKIMI opraHmsma (anmapatel VIB/A n HIVB/,
acImpaTophl, KIMCAOPOAHbIe KOHIIEHTPaTOPHl, CTalllilOHapHbIe Iy AbCOKCUMEeTPHI).

Haaomnsii xocrme «Jom @pynmoao» peaansyeT HeCKOABKO ITPOEKTOB, HAIlPpaBAEHHBIX
Ha yAydllleHMe KayecTBa >KM3HM JeTell B TsDKeAOM, IIaAAMaTUBHOM COCTOSIHMHN. OTO
MeAUIIMHCKas IIoAJepKKa JeTeil; IIKoAa IaAAMaTUBHOM IIOMOLIM AAs poAUTeAeNt U
yXa>KMBaIOIUX 3a peOeHKOM YAeHOB CeMbH; IICUX0A0To-o0pa3oBaTeabHas IoAlep>KKa peOeHKa
U ceMbl; colMaAbHasA U PpUHaAHCOBas II0AAePrKKa; AYXOBHas IO0AJep>KKa; IIOMOIIb IIpU yTpaTte
6amusxoro. Takoil MyAbTUANCIIUIIAMHAPHBIN OAXOA MCIIOAB3YeTCs C 11eAbI0 YA0BAeTBOPEeHNs
BCeX IIOTpeOHOCTell IlallieHTa M ero CeMbl, AAsl TOTO YTOObI, HACKOABKO BO3MOXKHO,
obecnieunBaTh DO4e10IIeMy peOeHKY aKTUBHBIN 00pa3 XKU3HM.

B roa cayx0a okaspiBaeT momolih 0Ooaee 120 JeTsAM, IPOXUBAIOIIMM Ha Beell
tepputopun Kaaununrpaackoi o64acty, BKAIOYas OTJadeHHble MyHMUITUIIAAUTETHl. 3a Bpems
cymectsoBaHm: HagomHoro xocrinca «Jom OPpynioao» IoMolb okasaHa 243 AeTsM B TSXKeA0M
cocrossHun. 3a 2021 rog coTpyAHUKM cAy>KOBI Iposean 2 962 nocelrjeHus 10A0II€YHBIX JeTeil.

Bospemsa okazaHHas MEAUIIVIHCKAas IIOMOIIb, peryAsipHas MyAbTUAVCUNUILAVHApHAs
IoAJep>KKa CceMbl, BKAIOUeHMe B pabOTy IpUIAallleHHbIX Y3KOHaIpaBAEHHBIX CIIeINaAlCTOB
(rakmux xak /1OP, sprorepamesr, peaHMMaroa1o0r), pabora ¢ ceMbeil C MOMEHTa ITOCTaHOBKU
AnarHosa nossoanaa B 2021 rogy:

- IIepeBecT OAHOTO MaAblllla 13 peaHuMalu 4OMOIL;

- AeKaHyAMPOBaTh TPOMX IIOAOIIEUHBIX AeTeli (TO ecTh Oaarogaps padoTe CIIelaAncToB,
MaABIIIN Hay9MAMCh CAMU ABIIIATH U M yOpaAu TPaxeocToMY).
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Crracu00, 4TO IIOMOTaeTe HaM IIOMOT! ; /




