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NAMATKA

nayveHty c WAGR
CUHAPOMOM



JlaHHas namATKa 6bina HanevyaTaHa NPU NoaAepPXKKe
®oHpa Mpe3npeHTcKNx MpaHTOB.
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cant MexkgyHapogHon Accounaumm cnHgpoma WAGR - IWSA

Bonee noapo6Hyio NHOPMALIMIO Ha PYCCKOM fA3blKe
MO>HO MONYUNTb 34€eChb
http://www.aniridia.ru/wagr-syndrome

Y1o Takoe WAGR cuugpom?

°  aHupuauns,

- onyxonb Bunbmca,

° yporeHuTanbHble aHOManuu u/unm roHago6nacroma,

° 3aAepKK/ NCUXOMOTOPHOro pa3BuUTHUSA,

»  WAGRO - pazHoBugHocTb cnHgpoma WAGR B couetaHnm ¢
OXNPEHNEM.

HenaBHo yueHble onpegenunu ewe 2 3a6oneBaHNs, KOTOpble MOTYT 6biTb
TakXe BK/oueHbl B cHAPom WAGR, HO He BXOASAT B ero abbpesmatypy:

+ XpoHunyecKas novyevyHas HefloCTaTOYHOCTb. [leTV C CHAPOMOM
WAGR B 60 % cnyyaeB nogBep»eHbl XPOHNYECKON MOYEeYHOM
HeLOCTaTOYHOCTH, Kak MPaBuIIo, BO3HMKaOLWeEN B NOAPOCTKOBOM
Bo3pacTe. WAGR nauueHTbl OMKHbI perynapHo o6cneqoBaTbCcs Ha
npeamet 6enka B Moye. Takme nauneHTbl 06bIYHO MEIOT TaKXKe
BbICOKWI YPOBEHb X0JIeCTEPMHA U BbICOKOE KPOBAHOE flaBNieHue.
Moka3aHbl KOHTPONb KpeaTUHUHA KPoBU 1 HabntogeHne y Hedponora.

« TMaHKpeaTuT ( BOCNaneHue Nnog»enygouHom xenesbi)
Mpenapat nponodon (Npenapat 06bIYHO NCMONb3yeTcA AnA obLyei
aHecTe3un) cregyeT UCMONb30BaTb C O0JbLLON OCTOPOXKHOCTHIO,
TaK Kak Npuv BbICOKOM YPOBHE XOJIeCTEPMHA Y MaLMeHTa OH MOXeT
BbI3BaTb MPUCTYN OCTPOro NaHKpeaTuTa.

feHeTuka leHeTnka WAGR cuHpgpoma

Bo3moxHble HapyLleHus:

o Ten PAX6 - aHnpugua

o TFenWT1 - onyxonb Bunbmca

+ TeH BDNF - oTcTaBaHme B yMCTBEHHOM Pa3BUTUN, OXUPEHNE U
HapyLLeHre YyBCTBUTENBHOCTY K 601nn).

Mpu WAGR cuvgpome nomumo mytaumn B reHe PAX6 , 3ageTbl
HEeKOTOpble COCefiHME reHbl B KOPOTKOM YacTu 11-0 XpOMOCOMbI. ITO,
B nepsyto ouepedb, reH WT1. Mytauum B reHe WT1 yKka3biBatoT Ha 50%
BEPOATHOCTb PA3BUTUSA Y AAHHOTO NaumneHTa HedppPobIACTOMBbI (ONyXonu
Bunbmca)

Ecnny pebeHka ¢ WAGR cuHgpomom 3ageT ewle 1 reH BDNF, 1o y
TaKoro naumeHTa BO3MOXKHA YMCTBEHHaA oTcTanocTb. OHa cBA3aHa C




HapyLIeHNAMN NPOLEeCccoB AOCTaBKU MHGOpPMaLUm B MO3T 1 ee 06paboTKu.
Ceiyac amepuKaHCKKMe yUeHble NbITaloTCA MPUMEHNTb METOAbl FeHHON
Tepanuu K gaHHomy reHy. Toraa npobnema oTcTaBaHMA B yMCTBEHHOM
pa3sutum byaet pelleHa. [omMyMO 3TOro AaHHbIN reH BAUAET Ha
HapyLleHVe YyBCTBUTENBbHOCTU K 6onu.

MMelT MHOXEeCTBEHHbIE OMNyXOJ1N, pa3BuBaloWneCA B OZIHOW NOuKe.

Ha nepBolii ctagun onyxonb Bunbmca , Kak NnpaBuo, npotekaeT
6eccumnTomHo. [lanee y pebeHka MOXeT NOsABUTbCS KPOBb B MOUYE,
noTeps anneTuTa, NoTeps Beca, CabocTb, mxopaaka.Onyxonb Bunbmca
00bIYHO pa3BMBaeTCA B BO3pacTe OT roga Ao NATY J1ET, yalle BCero
OHa faeT o cebe 3HaTb B Bo3pacTe 12- 28 mecAleB. B HekoTopbIx
cnyyasx onyxonb Bunbmca 6bina o6Hapy»KeHa B BO3pacTe BOCbMU NET,
Y10 HeﬂaTb? B eIMHCTBEHHOM C/lyyae onyxosib BusibMmca nossunach B Bo3pacte 28 fier.
» Cpatb reHeTnyeckue aHanusbl B MITHL, nm.boukoBa ( ana rpa<gaH
Poccum caava reHeTUYeCKMX aHanmn3oB 6ecnnaTHa, Ans rpaxaaH
APYruX CTPaH, NPy HEBO3MOXHOCTYM OMIATUTb 13 COOCTBEHHbIX
CpeacTs, BO3MOXHa onnaTta Yepes bnarotsoputenbHbi GoHA

MayuneHTbl WAGR fomKHbI NpoXoAnTb YNbTpa3BYyKOBOe 0b6ciefoBaHne
BHYTPEHHUX opraHos (Y3W) Kaxnable ABa-Tpy MecAla C MOMEHTa
NOCTaHOBKM AnarHo3a BraoTb A0 AOCTUMKEHNA BOCbMUIETHEro
BO3pacTa, 3aTem — pa3 B NonroAaa. [porHo3 BbiXnBaeMoCcTv Npu 3TON
«CosmnpaHvie» (ROKyMeHTbI Ansl GOHAA BbICHINAKOTCA BCEM OMyXonu ONTUMUCTUYHbBIN, B 3aBUCUMOCTI OT NPOABJIEHWA ONMYXONU U
3apermcTpPMPOBAHHbIM UleHaM OpraH13aLmy Ha nouty). CTaguu paka. [1na neuyeHnsa onyxonu Bunbmca moxet notpeboBaTbca
[ANnA 3TOro HyXHo: XMmMoTepanus, nydeBasa Tepanua nam onepauma no yaaneHuo NoUKm.

1. lNMo3BoHuUTb B peructpatypy MIHL +7 495 111 0303, Ha3BaTb
anarHos, OV0, paty poxaeHns pebeHka 1 NONPOCKTL 3anmcaTb
Ha koHcynbTaumio K KMH KagbiwesBy B.B. Bac noctaBaT B nmct
OXKnAaHuns.

2. Hanucatb Ha nouty Kapgbiwesy Butanuio Bukroposuuy
vvh.kad@gmail.com nnu no3soHNTbL emy Ha pabounin Homep Ten.

+7 966 334 6000 c npocb60o 3anncaTb Ha NPUEM 1 Ha CAAYy reH.
aHanun3os. * Y jeBoyek — aHOManuu B PasBUTUM ANYHNKOB, MAaTOUYHbIX TPY6 1

Bnaranuwa. He nckniouyeHo pa3BnTne paka ANYHUKOB. OcobeHHOCTb
3TUX OTKJIOHEHWI B TOM, YTO BCE OHW ABNAIOTCA BHYTPEHHUMU

MouenonoBada cucrema

* Y peteir, 6onbHbIX WAGR, MOTryT 6bITb BbIABMEHDI, KPOME aHUPUZNN U
onyxonu Bunbmca Takxe NoOpoKU MOYENONOBON CUCTEMDbI.

* Y MmanbymkoB MoryT 6bITb aHOMaNUKM ANYEK N MOYEMNOSIOBOro KaHana.

» Ecnu Bbl n3 gpyroro ropoga n Bam Herge octaHOBUTbCA B MOCKBe,
Bbl cTeCcHeHbI B CpeAcTBax, TO MOXKeTe BOCNOSb30BaTbcA 6ecnnaTHowm

KBapTupon oT poHda «Co3maaHue» (3anncatbca Ha NPoOXrBaHue
MO>KHO no Ten +7 902 504 3978)

* 3anucaTtbcs Ha obcnefoBaHne B AHUPUAWIAHLIN LIeHTp K JoKTopy
CyxaHoBoi Hatenne BaxraHroBHe (+7 926 235 37 45,
natelasukhanova@gmail.com) nnn B KNMHKKY K fOKTOPY
MaBneHnko Banepuio BanepbeBuuy (+7 917 548 1010,
doc.pavienko@yandex.ru).

Onyxonb Bunbmca - He¢ppobnacrtoma

Mpw onyxonu Bunbmca 06bi4HO ( 86% 60MbHBIX) NOpakaeTcA TONbKO
0flHa MOYKa, Y 6% 60NbHbIX ONYyXONb ABYXCTOPOHHAA, 8% 60NbHbIX
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NO3TOMY MOTYT ObITb YacTo HeANarHoCTnpoBaHHbIMW.

»  WAGR nauueHTbl cpa3y nocsie NOCTaHOBKU ANAarHo3a AOMKHbI
caenatb Y3/ mouyernonoBom CUCTEMBI.

BaxHO 3HaTb

* Y 92% naumeHtoB ¢ WAGR 3ameueHbl HapyLueHua cyxa 1 npouecca
06paboTkm cnyxoson nHbopmaumm, B 5% cnydyaes Habnopaetca
noteps cnyxa;

* Y 50% nauuneHToB c WAGR oTMeyeHbl HapyLIeHHas BocnpuaTia 6onu
(MOHMMKEeHHaA YyBCTBUTENIbHOCTD).

o Ecnn WAGR cvHApOM CONPOBOXKAAETCA OXKUPEHMNEM , TO TaKOW




cmHAapoM Ha3biBaeTca yxke WAGRO. CoBpeMeHHble yuyeHble BbIACHUN,
UTO OXKMpPeHMe 1 NepeeaaHne MoryT ObiTb HaNPAMYIO CBA3aHbI C
WAGR. MpuumrHa B TOM, YTO FeH OXXMPEHNA MOXKET OblTb PACMONIOXKEH B
TOW »K€ XPOMOCOME, YTO U reHbl, oTBeTCTBeHHble 3a WAGR .

o [Heten ¢ WAGR oueHb Ba>kHO C CaMOro paHHEro AeTcTea 00yyaTtb
A3bIKY »>KECTOB, 3TO , B Ad/IbHENLLEM, TOMOXET Pa3BUTb MX peyb.
Hy>KHO yunTbiBaTb, UTO U3-3a HapyLUEeHNA Nepeaayn cMrHana B Mo3r
npwu nospexxneHun BDNF MoryT 6biTb Npo6siembl C KOTHUTUBHbBIM
pa3sutrem 1 obuiern agantaunen pebeHka.

* W3yueHne cnHgpoma WAGR B HacTosLee BpeMsa MPOXOAWT Nog
3rngon HaumoHanbHOro MHCTUTYTa 300POBbA pebeHKa 1 pa3BuTMA
yenoseka. (CLLA).

BHyumaHune

» Bce kannu, renn n masu, KotopbiMu Bbl 6yeTte nonb3oBaTbCs,
XenaTeNibHO AOMKHbI OblTb 6€3 KOHCEPBAHTOB.

° CTapaVITer n3beratb HOLIEHNA KOHTAaKTHbIX JINH3, UMUTUPYIOWNX
PapyKKy, Tak Kak 3TO MOXET NoBpeamnTb 1 6€3 Toro cabyto porosuLyy.

o [lpwu BpoxkaeHHON aHnpuaum ( TMNUYHom «PAX6-cuHgpome»)
NPOTMBOMOKa3aHbl onepaummn No MMMAaHTauMm NCKYCCTBEHHOM
pagyku. Takaa onepauma nokasaHa npu TpaBMaTUYeCcKon aHnpunamnn,
NPV BPOXAEHHOW OHA HOCUT NIULLb KOCMETUYECKNI XapaKTep U
MO>KET BbI3BaTb 60MbLLOE KONMYECTBO OCIIOMKHEHUI B XPYTNKOM
«QHVUPUANAHOM rnasy».

o K coxaneHuio, opyruve rnasHole onepawmm Takke MoryT npuBecTu
K ocnoxHeHuaM. CTapalTecb COXpaHATb r1a3a Ballero pebeHka,
Nno-BO3MOXHOCTU, 6e3 onepauuii ( YacTas AMarHoCTKa No3BonseT
peLwaTtb MHOrve Npobnembl TEpaneBTUYECKN - C MOMOLLbIO Kanesb,
Masemn n renen).

» Ecnu Bce-Takm onepaumsa Ha rnasa HensbexHa, ctapanTecb
onepupoBaTbca y aHnpugunHoro xupypra (KMH MaBnenxo B.B.
+7 917 548 1000, doc.pavienko@yandex.ru).

» [pwu BbINONHEHWM O6LLEN aHeCTe3nN crieyeT n3beratb npenapat
nponodon, Tak Kak Npu BbICOKOM YPOBHeE X0JfieCTeprHa y NaLMeHTa OH
MOXeET BbI3BaTb NPUCTYN OCTPOro naHKpeaTuTa.

KoHTaKTbI:

Icare home MoXHO KynuTb 3gech: www.intelmed.ru,

Ten.+7 911700 8699, gnA nauneHToOB C aHUPUANENN NX JOKTOPOB
npegycmotpeHa 30% ckuaka.

BbnarorBopurtenbHbiil poHa «CosmpaHmen:
bf-sozidanie@yandex.ru +7 499 308 5292, www.bf-sozidanie.ru
(npu HegocTaTKe PUHAHCOBBLIX BO3MOXHOCTE MOMOTYT C MOKYMKOW
npubopa ana nsamepexua Bl Icare, c nokynkon cpefcts peabunmtaumm:
nynbl, BUAeoy4YennunTenn, MOHOKAN, optoneamnyeckunuii CTon ans
LUKONbHUKOB 1 Np., C Xnnbem B MockBe Ha Bpemsa obcnefoBaHus; ans
JAeTen-UHBaNnMAoB-OTNIMYHMKOB B GoHAe paboTaeT nporpamma 5+, korga
[eTAM eXXeMeCAYHO BbiniaymBaeTca cTmneHausa B pasmepe 5000 py6.)

BnarorBopuTtenbHbiil poHA «[leTCKN B3rnag»:
https://kids-vision.ru, info@kids-vision.ru, +7 495 749 04 49
(doHA NomoraeT NOAOMNEYHbIM HaLLel OpraHn3aLmmn C NprobpeTeHnem
COMNHLIE3aLUMTHBIX OYKOB U PELIENTYPHbIX OYKOB JI0OOI CIIOKHOCTK, A
TaKXe, Npy HeobxoAMMOCTH, ONIauYMBaeT XUPYPruio).

KoHTakTbl MeXpermoHanbHOro LeHTpa nomoLy 60nbHbIM aHUpuanen
«Papy»Ka»:

www.aniridia.ru, info@aniridia.ru, Ten. +7 985 882 5169,
Fenunr Fannna HukonaeBHa.

cant MexxgyHapogHon Accounaumm cnHgpoma WAGR - IWSA
www.WAGR.org

Bonee noapo6Hyo MHPOPMALMIO Ha PYCCKOM A3bIKE MOXKHO MOMYUYUTb
3geco http://www.aniridia.ru/wagr-syndrome.
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NPU NOOLEPXKE
dOHAOA
MPESUOEHTCKUX
FPAHTOB

MNamaTKa BbiNyLeHa
npu nogaepxke GoHaa Npe3naeHTCKUX rPaHToB



