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®OHA NOAAEPXKU U MOMOLLU AETAM C 3ABOJIEBAHUAMMU TT1A3A

«B3rnap, B 6yaywee: cucTemHas
noaAaeprKKa cemen C  OeTbMmuy,
cTpagatownmm opdaHHbIMU (peaKkmumm)
3aboneBaHUAMM rnasa»

®OHA OCHOBAH B 2023r. MPE3EHTALMA MPOEKTA (@ 3PEHME BE3 IPAHUL

GOHS NOAAEPHKH W NOMOUIM AETAM C34




OMUCAHME MPOEKTA

OpdaHHbIMM cuyMTaloTCcA 3aboneBaHUA, YacToTa BCTPEYAEMOCTU KOTopbix cocTtaBnAeT 1 cayuyam Ha 10 000 yenoBek.
Cpeaun petckux opdaHHbIX 3ab0neBaHMI 1a3a HacuMTbiBaeTcAa nopaaka 27 UM3o0nNPOBaAHHbIX 0PTa/IbMOIOrMYECKUX
NaToNOruii 1 okoso 15 coueTaHHbIX 3a6oneBaHUM € NOpaXKeHUem rnas.

B npoeKTte paccmaTpuBaloTca cnegylowme getTckue saboneBaHus:

1. petnHobnacTtoma — pak CeT4aTKU rnasa;

2. nNatonorMm 3agHero OTpe3Ka asa: nNuUrmeHTHaa abuoTtpodua ceTyaTKM, NaNouKo-konbouKoBas auctpodus,
anctpodua LWTaprapara, cumHapom KHob6noxa, cemenHaa 3KCCyAaTMBHAA BUTPEOPETUHOMNATMA, CUHAPOM
[onbamaHa-PaBpa, BKAWOYAA CUHOPOM YCUAEHHOro oTBeTa S-konbouek, X-CUenneHHbIn PeTUHOLIN3NC,
HacneACTBEHHaA onTuyecKkaa Hemponatua Jlebepa, amaBpo3s Jlebepa;

3. naronorum nepegHero oTpesKa rasa: aHomanua lNetepca, aHMpuUAnA, 3aboneBaHma rnasa, aCCoOLMMPOBAHHbIE C
cuHapomammn  Crepaka-Bebepa-Kpabbe, Jloy, AkceHdenbaa-Purepa, [bepa-PobeHa, PpaHKa-KameHeuKkoro,
Mapue3zaHu, HenpodubpomaTos.

Lenn NpoOeKTa: ycuneHme mep paHHeVI ANarHoCTuk, Cco3gaHuve " anp06au,|/|$| KOMMJIEKCHON CUCTEMDI meagnKo-
counanbHOro conposoxXaoeHUA ,EI,GTEVI C Opd)aHHbINWI 3aboneBaHUAMKU TNas3a M UX CEMEVI, O6€CH€HMBa}OU.LEIZ
HEMNPepbIBHYHO MOMOLWb Ha BCEX 3TaNaX - OT ANATHOCTUKU N MOCTaHOBKU ANAlrHO3a A0 cou,maanof/i afanTtaunu.



Ana peanvsauum nocTaBAeHHOMN Lenun, NPOeKTOM NPeayCMOTPEHO peLleHue CieayoLWmnX 3a8au:

Peabununtauus,
coumanbHan aganTtauusa

YcuneHue mep
pPaHHEe ANArHOCTUKM

CBoeBpemeHHasn
MeaULUHCKaA NOMOLLLb

JleyeHune
op®aHHbIX
3aboneBaHuUA
rnasy peteu.

CouManbHas
agantTaua gerem
C Hapyle HuaMn
3peHuna.

NocMmoTpuTe B
rna3sa: paky
pebeHKa MOXXHO
yBUaeTb!

NMomoLLp AeTAM C peTMHOBAaCTOMOM 1 Apyrvmu peakumm (opdaHHbIMK) 3aboneBaHnaMmn rnasa <@ 3PEHUE BE3 FPAHULL

GOHS NOAAEPHKH W NOMOUIM AETAM C34



NPOBNIEMbI LLENNIEBOW FPYMNMb

Mpob6nembl uenesoi rpynnbl NPOEKTa:

1. CNOXHOCTU C AUArHOCTUKOM 3aboneBaHmA, NPUUYMHA - HEAOCTATOK ONbITa Y BPavyen U oTCyTCTBME MHPOPMALUM O
3aboneBaHun y poautenen (U3-3a aToro TepaeTcs Bpema 1 3aboneBaHme nepexogmt B bonee No3aHIOK CTaguto);

2. HepoCTaTOK B perMoHax PP cneumannsnpoBaHHO MeaULMHCKOM MOMOLLM, NMPUYMHA - KaapoBbi Aeduumnt
Bpayen oPTanbMOSIOrOB M HeAOoCTAaTOYHAA KBa/MPUKauusa Bpayen (AaHHbIM BOMPOC AOXKEH pellaTtbcAa Ha
rocyJapcTBEHHOM YPOBHE);

3. OTCYTCTBME KOHCONMAMPOBAHHOU MHPOPMaLMM NO peaKomy 3aboneBaHuIo, 4YTO 3aTPyAHAET MOHMMAHMUE
pPOAUTENAMM NONHOM KapPTUHbI 6ONE3HN U AOCTYMNHbIX COBPEMEHHbIX METOA0B JIEYEHUS;

4. CNOXXHOE MCUXONIOrMYeCcKoe COCTOAAHUE poAaUuTeNeM, NMpPUYMHA - CTPecc, Aenpeccus, TPEBOXKHOCTb, Bbl3BaHHbIE
MOCTAHOBKOW TAMKENOro AMarHo3a pebeHKa;

5. AJMTENbHbIM MNOUCK NOAAEP)KKKU, NauueHT/pogutens He 3HaeT Kyaa o06paTtutbes, - Ba)XHO HaWTK
KBAaNMPUUMPOBAHHbIX CMNeuManncTtoB (MeaguMuMHCKMX, COUManbHbIX), paboTaowmx B chepe peakux opdaHHbIX
NaTONOTNN Yy AETEN;

6. ¢uHaHcoBaA HarpysKa Ha CeMblO, MPUUYMHA - TPAHCNOPTHbIE 3aTPaTbl K MECTY JIEYEHUA, 3aTPaATbl HA NPOXKUBAHWUE,
Ha MOKYMKY /1IeKAapCTB, Ha CNeLManM3npPoBaHHYO TePaNMIo 1 T.A4.



KOMY NMOMOTAET ®OHA:

NAUUEHTDI:

— OeTn C OHKOJTOTM4YEeCKUM
3aboneBaHWeM ceT4yaTkm rnasa;

— JETN C peOKNMUN FTEHETUYECKUMMU
3aboneBaHMaMM rnasa.

NcTtopum bonesHen y geten pasHble, HO
obbeanMHAET UX  BCeX OAHO  —
reponyeckoe NoBeaeHMe Ha CNOKHOM U
TAXE/IOM MYTU K BbI3A0POB/IEHUIO:

NX ONTUMU3M, BbIHOC/IMBOCTb, TaJIaHT U

LeneycTpemM/1IEHHOCTb.




NMNOYEMY BAXHO nomorarb:

@ peaKune 3aboneBaHua rnasay AeTemn CN0KHO ANAarHOCTUPOBATb

@ poanTeqn 4HaCto He 3HaAkOT KyAdd O6paLLI,aTbCFI

@ TAXENAA Harpy3ka Ha cemblo (Ncuxonoruyeckas, puHaHcoBasn)

PaHHAA AMArHOCTUKa HanpAmMylo samaeT Ha COXpaHeHue 3peHNA u XU3HU!

Mo uccnepgosanuio PoHaa, 97% poanTenen paHee He 3HaM O peaKoM 3aboneBaHMM pebeHka (@ 3PEHME BE3 I'PAHML,

DOHS NOAAEPHEKH W NOMOLM AETAM CIABOMEBAHMAMH IAZA



PEAJIN3ALIUA OCHOBHbIX 3AAY MPOEKTA

1. UudopmaLMOHHaAA KamnaHUA NO OCBeAOM/IEHUIO LieneBbliX rpynn 06 opdaHHbIX
3aboneBaHMAX rnasa y pgertev, paHHEWM AMUArHOCTUKE, BO3MOXKHOCTAX MeAUKO-
couMaZibHOM MOMOLLMU

- CO3JaHMEe He MeHee 5 BMAEOPONMKOB, MOCBALLEHHbIX PaHHMM MPU3HAKaM OpdaHHbIX
0dTaNbMONOTNYECKUX 3a00NEBAHUM, BAKHOCTU CBOEBPEMEHHOM AMArHOCTUKU W anroputmy
nosy4yeHnsa nomoLm yepes poHA;

- nybamMkauma He meHee 50 MHPOPMALMOHHDLIX MaTepuanoB (KaHanbl/pecypcbl, KOMMYHUKaLUUU
yepes couceTn), obecneuymBatolme perynspHoe MHPOPMUPOBAHUE LIENEBBIX aYAUTOPUIA;

- co3gaHue He meHee 350 neyaTtHbIX matepuanos (bykneTtbl, NaakaTbl), @ TakKe MHGOPMALUOHHbIE
KOMMNAEKTbl ANA NPOPUAbHDBIX CNeunanncTos U opraHnsauum, Heobxoammble ANA PACNPOCTPAHEHUS
B MeAULMHCKME yupexxaeHuns (poaaoma, AeTCKME NONUKANHUKN, OGTaIbMONOTMYECKMNE LLeHTPbI)



PEA/IU3ALIUA OCHOBHbIX 3AJAY MPOEKTA

2. Co3paHune otaenbHoro 6n10Ka Ha caite PoHAa, NPeAOCTaBAAIOLLEro MOJIHYIO
uHdopmauuio NO MapLIpyTU3aLUUM NALMEHTOB U UX cemeir € OpdaHHbIMMU
AeTCKnMmu optanbmonormyeckumm sabonesaHmamm

- Ha oTaenbHoM 6noke ¢oHAa OyaeT pasmelleHa CTPYKTYpUpPOBaHHaa WHopmauua no
MapLIPYyTM3aLMN NaUMEHTOB C OPdaHHbIMU AETCKUMU OPTaibMONOTMYECKUMIN 3aboneBaHUAMN U UX
CeEMEN, BKIOYAlOLLAA KOHTAKTbl CMEUMANINCTOB, MEepevYeHb YUYPEeXKAeHWUM C YyKasaHmem npoduns
MOMOLLK, a Tak¥e WHPopMauMIo O PeabUNUTALMOHHBIX LEHTPax W Nporpammax noAAepPHKKU B
PervoHax;

- @ TaKKe Cco34aHMe U pa3MeLlleHUe B OTKPbITOM AOCTYyne KapTbl KAWMHWUK, OKas3biBalOLWMX MNOMOLLb
nauyeHTam ¢ opdaHHbIMU 0DTaIbMONOINYECKMMM 3aD01EBAHUAMU B Pa3NMYHbIX perMoHax Poccuu.
Co3gaHHbIM 610K Ha caiTe $doHAA NO3BOAUT CeMbsIM ObICTpEe OPUEHTUPOBATLCS B AOCTYMHbIX
MeaNLNHCKUX pecypcax n MmapLipyTusaumu.



PEA/IU3ALIUA OCHOBHbIX 3AJAY MPOEKTA

3. Pa3paboTka n wuHTerpauma 6n0Ka reHeTuyeckoro npoduanposaHMA B
cywiectsyowmnim peructp ¢$oHAa naumeHToB € peTtuHobnacromon. BHeceHue
AAHHbIX NaUUEHTOB C peTuHobnacTomoM B peructp ANA aKTyaamsauum w
MOHUTOPUHIA UX COCTOAHUA 34,0P0BbA

- Ha 6ase cywecTBylolWlero pernctpa nauneHtoB 6yaetr paspabotaH W MHTErpMpoBaH
[IOMOJIHUTENbHbI MOAY/b - 6/IOK reHeTu4eckoro NnpoPpuanpoBaHus;

- BHECEHMEe [aHHbIX OCYLIECTBNAETCS Ha OCHOBAaHWM AHKETbI-UCTOPUM OO0NIe3HM, 3aMnoHAEMOM
3aKOHHbIMW MpeAcTaBUTENAMW MauueHTa npu obpalleHMn B GOHA, U HAa OCHOBE MeAMLMHCKOM
NOKYMEHTaL MM (BbINUCHbIE 3MNKPU3bI, pe3yabTaTbl 06caenoBaHUIA), NpeaocTaBAAEMON CEMbAMMU;

- perynapHoe MOonoJIHeHME U aKTya/nm3aumsa pernctpa obecneymsaloT AOCTOBEPHOCTb M MOJIHOTY
NaHHbIX, HEOOXOAUMbIX AN AO/IFOCPOYHOT0 MOHUTOPUHIA COCTOAHUA NMaLMEHTOB, CBOEBPEMEHHOTO
BbIABNIEHUS USMEHEHUN, NIaHNPOBaHUA aApPecHON MeaNKO-CoLManbHON NoMOoLLM U GopMUpOBaHUSA
BbIOOPOK A5 aHAaNUTUYECKOMN PaboThI.

B pe3ynbrate B peructp byayt BHeECEHbI NOJIHble U BepnduumpoBaHHble AaHHble no 300 nayueHTam.



PEAJIN3ALIUA OCHOBHbIX 3AAY MPOEKTA

4. OpraHu3auua KOMMNAEKCHbIX/UHAUBUAYaNbHbIX KOHCYAbTauuii n undposBoil
ANArHOCTUKU B CNeLuaan3npoBaHHbIX MeayuperkaeHUax

- Poccuiickas getckaa KaMHu4yeckaa bonbHuua - dunamana PHUMY mm. H.N. NMuporosa (r.MockBa);
- ®IbY «HauuoHanbHbIM MEeANLMHCKUNA UCcCNeaoBaTenbCKUM LEHTP OoHKonormn mm. H.H. bBroxmnHa»
(r.MockKsa);

- ®TAY "HauuoHanbHbIM MEAUUMHCKMKA UCCNedoBaTeNbCKMM UeHTP "MerKoTpacaieBon Hay4yHo-
TEXHUYECKMM Komnaekc "Mukpoxmpyprma rnasa'’ umenun akagemuka C.H. Pepoposa” (r.MockBsa);
- UeHTpbl rna3Horo npotesmpoBanms (r.Mocksa).

He meHee 40 peteit ¢ opdaHHbIMU AETCKUMU OPTaNbMOIOTMYECKMMIN 3a60NEBAHUAMMN U3 PETMOHOB CTPaHbI
NoNy4aT KOMMJIEKCHblIE U MHAMBUAYA/IbHbIE KOHCY/NbTaUUM B BeAyWMX KAMHUKAX CTPaHbl. MauMeHTbl nponayT
HeobXxoAnMble OCMOTPbI MEXKAUCUMMNANHAPHOM FPynnon cneumanncto: odprasibMonora, AETCKOrO OHKOJIOra,
HeBPO/IOra-reHeTuka u Apyrux cneymannctos (npu HeobxoammocTn). byaeT BbiNoNHEH HeobxoAMMbin 06bem
MHCTPYMEHTA/IbHON ANArHOCTUKM.

TpaHCcNOpTHble pacxoAbl Ha npoe3a K MeCTy JiedyeHua/AMarHocTMKM 6yaeT KOMMeHCUpoBaH 3a cyer
peannsaumum AaHHOIO NPOEKTa.



PEAJIN3ALIUA OCHOBHbIX 3AAY MPOEKTA

5. ConpoBoXaeHune cemein: opraHu3aLma NCUX0N0rMYeCcKon Noaaep:KKu u
KOPPEKLUOHHO-Pa3BMUBAIOLUX 3aHATUM

Mocne NpoxoXaeHUs BCeX 3TanoB AMATHOCTUKM N NeYEHUs HACTyNaeT He MeHee BaKHbIW 3Tan peabunutauum,
rAe BO3HWKAKOT Y poauTene MHOMKEeCTBO BOMPOCOB KaK MPaBMbHO BOCMUTbIBATb pebeHKa ¢ HapyleHUAMU
3peHUA, KakMe TeXHUYEeCKue cpeactBa peabuautaumm HeobxoamMbl, TAe U KaK MOXHO MOAYYUTb NOAAEPHKKY
rocygapcrBa, Kak 0boOpMUTb MHBAZIMAHOCTb U ApYyrne BoNpochl.

B paHHOM bBJsioke npeaoctaBnAaeTcA BO3MOMKHOCTb  POAUTENAM MNOAYYUTb KOHCYNbTALMIO McUxonora W
Tudnoneparora (3puTenbHOro TepanesTa, CMNeUMaNUCcTa, KOTOPbIA COBMeWaeT KoOMMNeTeHUuMu neparora W
nedekronora, pabortaer ¢ AeTbMU C HAPYLIEHUAMM 3PEHUA, BKAOYAA CNaboBUAALWLMX WU MONHOCTbIO C/EnbIX
neteit). Uenb KoHcynbTaumMii - NOMOYb AETAM C OrPaHUYE€HHbIMU BO3MOXKHOCTAMM 3PEeHMNA BECTU MOJAHOLUEHHYIO
¥M3Hb: YUMTbCA, 06LATLCA C APY3bAMM, YXaXKMBaTb 3@ COOOM, BbINOMHATbL 334341 NO AOMY.

NHansBmayanbHble 3aHATUA CO cneunannctamm byayt npoxoamtb B yaobHom ana naumeHta ¢opmate (opdnanH
WIN OHNANH), B 3aBUCUMOCTM OT MECTa XuUTenbcTsa NaumeHTa. Momowb nonyyaTt He meHee 40 aetein.



OXWUOAEMbIE PE3Y/ILTATbI:

B Xxoae peanusauum NpoeKTa, CeMbM NOAYYaT KOMMIEKCHYIO MeANKO-COLMAIbHYIO MOMOLLLb, YTO NO3BONUT:

1.
2.

NONYYUTb NOALEPMKKY U COMPOBOXKAEHME HA BCEX «3TaNax BbI3g0pOBAEHNAY» pebeHKa;

MNONYYUTb KOHCYNbTAaTUBHYIO MNPOGECCUOHANIbHYIO KOMMAEKCHYIO MEAMUMHCKYIO MNOMOLLb CNeuuasnctos U
NOAAEPHKKY CO CTOPOHbI BeAyLWMX MeANLMHCKUX YYpeXaeHUI;

NONYYUTb KOHCYNbTAaTUBHYKD MNPOPECCUOHANbHYIO MNOMOLLb Y3KOCMeuMaan3npoBaHHbIX CNeuuaanctoB no
agantauum pebeHKa C HapyWeHUSMU 3PEHMS, YTO MNO3BOJIMT FPAMOTHO MOAXOAUTb K BOMPOCaM COLMaNIbHOM
agantauum, oOpraHMsauMum MNPOCTPAHCTBA ANA He3payero wmam cnabosmasulero pebeHka, a Takxke Aand
opraHM3aummn obyyatowmx n 40CYroBbiX MEPONPUATUN;

YIYYLWNTb NCUXOIMOLMOHA/IbHOE COCTOAAHUE poaUTeNien, CHU3UTb YPOBEHb TPEBOXHOCTM 3a cBoero pebeHka,
CTpagatowero TaXKenblMm 3aboneBaHMem rnasa, nNpuobpectn yBEPEeHHOCTb POoAUTENAM B MX BO3MOMHOCTb
nobeantb 60ne3Hb N BblNEUYUTb pebeHrKa.

CdopmMpoBaHHAsA CUCTEMA KOMIMJIEKCHOrO COMPOBOXAeHUA byaeT BHeJpeHa B MOBCEAHEBHYIO NMPAKTUKY. EanHasn
MapLpyTU3aLmMa no NPoPpuabHbIM CreumansnucTtam U KJAMHWUKaMm, pasmelleHHas Ha OTAe/IbHOM calTe MNPOAO/IKUT
NOMOraTb CEMbsIM B NMOMCKe Heobxoammon nomolum. Co3gaHHbIM Nyn cneunannctos (opranbmonoros, OHKONOrOB,
reHEeTUKOB, MCUXONOoros, Tudaoneaaroros) ocTaHeTcs  AOCTYMHbIM  AnA  COTPyAHMYecTBa, obecneymsas
NPeemMcTBeHHOCTb B BeAeHUM naumeHToB. NHPOPMALMOHHbIE U METOAMYECKMe maTepuanbl, BUAEOPOSINKU U
NamsaTKK byayT noaaepmBaTb CEMbU U Bpayen, OCTaBasiCb B OTKPbLITOM A0CTyne.



OXUNAOAEMDIE PE3Y/IbTATDI:

@

3,54 mnH. pyb6.

6l04KeT NnpoekTa

89 pernoHos PP —
reorpaduma peanusaumm npoeKTa

40 peteit nonyuart 500 000+ npocmotpos B pamkax
KOMM/IEKCHYIO NOAAEPKKY UHPOPMALMOHHOI KaMNaHWUM NPOEKTa

2000+ spaueit u3 pernoHos 6yayt

0CBeAOoM/IEHbl O paHHEN ANUarHOCTUKe U
meToaax ieyeHus

300+ kommyHMKaumii c
ceMbAMU ANA BeAeHUA peructpa

Mbl CO3AEM CUCTEMY NOMOLLV ETAM C PELKUMM 3ABONIEBAHMAMM [/1A3A OJEL Y

DOHLI MOAAEPHKW W NOMOWM AETAM C 34|



3PEHUE BE3 rPAHUL

®OHA NOAAEPXKN U MOMOLLU OETAM C 3ABOJIEBAHUAMMU IT1A3A

BETMKUU CMbIC/1 XKU3HU - TOMOTIATb APYITUM

Echn xotute nopgpepatb Haw MPOEKT, Bbl moxete
OTCKaHMpoBaTb QR-Koa uepe3 npunoxeHue 6aHKa u
npousBectu 6naroTtBopuUTeNIbHOE NOXKEPTBOBAHME




QR-KoA4 anA nepexoaa Ha canT
3peHunebesrpaHmu.pd

Ecau Kaxcooil 0enaem 006po e npeodenax coux 803MoMHocmel,
8o3mMoxcHocmu 0obpa cmaHoeamca GE3rPAHUYHbIMUN!

| NMPESUAEHT POHAOA
B"AI-OAAPM M 3A BH M MAH M E ! @ KopoBakosa Onbra JleoHngoBHa

‘ info@3peHnebesrpaHnl.pd
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