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O doHpe

PoHp «[1eTn-6a604Kmn» OKa3biBaeT NOMOLLb AETAM

C peOdKUM reHeTun4eckKnm 3aboneBaHMEM KOXXU

— . [1pn nro6oun
MeXaHU4YeCcKou TpaBMe, a Horga n 6e3 Hee, Ha KoXKe
pebeHKa BO3HUKAIOT NMy3blPpU, N KOXKa OTC/lTanBaeTCH,
OCTaB/19 OTKPbITYIO paHy, KOTOpPYO HE06X0AMMO NMOCTOAHHO
3aKpblBaTb crneLuuanbHbIMU NEPEBA3OYHbIMU MaTepmaiamu
N NpefoxXpaHsaTb OT NOBTOPHOro nospexxaeHus. NpnynHou
oonesHun aBndeTcs nonomMmka B reHe. Jlrogpen ¢ b3 3a nx
TOHKYIO U XPYMNKYIO KOXXY Ha3blBalOT «6aboykamMmum». B mecsy,
Ha OMHTbl U MeaAnKaMeHTbl Ha oAHOro 60J/ibHOro Tpebyercs
oT 50 no 400 TbIC PYO.

C mapTta 2020 ropa ¢oHA oKasbiBaeT noaaep kkKy 60bHbIM
OPYrMM reHeTU4YeCKNM 3abosieBaHNEM KOXU —

[Mpn paHHOM 3a6osieBaHNM Y NaLMEHTOB HaboaaeTcs
CUNbHAas CYXOCTb U MOKPACHEHUS, a KOXXa OTC/1lanBaeTCH,
KaK YellynKu pbibbl. [1o aTon npnynHe 60J/IbHbIX UXTUO30OM
Ha3bIBalOT «pblbKaMu». B MmecsL, Ha KpemMa n masu

Ha ogHoro 6osbHoOro Tpedyetcs ot 50 no 150 Tbic pyo.



Muccusa doHaa

PoHp «[eTn-6a604Kn» — eaMHCTBEHHbIN POHA
Ha Tepputopumn Poccum n CHI, cospaBLIni
HaCTOSILLLYIO DKOCUCTEeMY NMOMOLLU 60J/IbHbIM
peaAKUMMU reHeTU4eCKUMu 3aboneBaHUIMM
KOXXW. Mbl conpoBo)XaaemM 60/1bHbIX

OT caMoro poXxaeHusa (nporpammsbl [TomMolLLb
HOBOPOXXAEHHbIM U [1aTpoHaX).

OaHa U3 rnaBHbIX 3aga4 — popmMmupoBaHue
KBanMduLUMpoOBaHHOIoO MeAULLMHCKOro
coobuiecTBa, CMOCOBGHOIro K ObICTPOM

N BEPHOUN ANarHoCcTuke, 3ad¢PpeKTMBHOMY
ne4vyeHuto n peabunnutaunm sabosieBaHuMN.
[1o 3TOU NpUYNHe GoHA N3naeT NnuTepaTypy
no Tepanuun b n nepeBoanUT ee Ha MHOYXXECTBO
A3blKOB. Mbl o6y4yaeM Bpayeun B Poccumn

n CHI, pacnpocTtpaHsaemM Hall YHUKaIbHbIN
OnbIT B caMble yaasieHHble Yro/sIKU CTPaHbl

N KOHTUHEHTA.
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Cob6cTBeHHas OHlanH-akagemMus
npo6sem Koxxu Skill for Skin



®oHpy 10 ner

B mapTte 2021 roga ¢ooHay «eTun-
6a604Kn» ncrnonHunocb 10 nert.
KaXkabl U3 aTUX AHEN Mbl paboTaem,
YTO6bl 0ETU C FTEHETUYECKUNMMU
3a60/1eBaHNAMMU KOXXU XXUNN 6e3 601un
N MOTIJIM OCYLLECTBUTb CBOU MEYThI.
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https://www.instagram.com/tv/CL4Cai7iHNi/?igshid=1p5fw0cad2rvy

AaopecHass nOMolLlb

[ToponeyHblie Hawero @oHaa O4YeHb XXAYT «KKOPOO6KU MOMOLLLUNY»
- HA60pbl NepeBA304YHbIX CpeacTB U MeAuKaMeHTOB A4 yxoaa
3a KO)XeWu, KOTOpPbIX UM XBaAaTUT Ha MecHL.

CerogHs 6ynnesHbin anngepmMonmns h UXTUNO3 HENb3S BbITIEYUTD,
HO 3a CYET crneLmanbHbIX MEePEBA3OK N eXXeOgHEBHOIo YBNa>HEHUS
KOXXU MOXXHO NMOMOYb 60/1bHbIM XXUTb 6€3 60/11.

Bpaun n megcéectpbl B poHAe «[eTn-6abo4km» nomMmoraroT
ceMbsaM NogobpaTtb NpaBUibHble CpeacTBa Mo yxoay 3a HeEXXHOU
KOYXeWN: MArkme BUCKO3Hble 6MHTbI, 3aXXUBNAOLWLME KpemMa N Masu,
aHTUCENTUKMW.

CpencTB B KOpobke ogHOMY pebeHKY XBaTaeT Ha Mecs,.
CoTpyaHUKUN poHaa 3a60TIMBO COBMPAOT UX ONA Ka)Xao0ro
NoaonevyHoro N NpmUBO3AT Ha OOM.

bonblle o nporpamMmme 3aecCk.

ﬂ.o150 000 P

B MeCSL, HY)XHO An4 yxoaa
3a pebeHKOM-PbIOKOU

400 000 P

B MeCSHL, HY)XKHO an4 yxoaa
3a pebeHKoOM-6a604YKOoun

= afpecCHad rnomoulb Aanis 454

nogoneyHbix B 2020 roay



 https://deti-bela.ru/programs/bulleznyy-epidermoliz/adresnaya-pomoshch/


flocnutTanmnsauus

PoHA «[leTn-6a6ouykm» nomoraeTt AeTsam ¢ 6yNnE3HbIM
aANN[EepMoIN30M U UXTUO3OM KOHTPO/IMPOBaTb COCTOSSHUEe
3[,0POBbS — BOBPEeMS NpoxoaAnTb o6cnenoBaHUA U nNosyvyaTb
NMOMOLLLb MeJUNKOB.

ManeHbkunx nogoneyHbix doHaa Bceraga oyt so Dray «HMUL,
300pOBbSA AeTen», rae paboTtaeT eAUMHCTBEHHOE B CTPaHe
cneunann3anpoBaHHoOe oTaeneHmne gnsa neten-6ado4vyek. Tam
peten obcnenyloT neguaTtpsbl, AepMaTonoru, Xmpyprm, oHKoJsioru,
MCUX0JSIOrn, AQNETonorn n gpyrue npoduibHblie cneunasncTbl.

30eCb XXe MaJieHbKUM nauneHTamM NpoBoaAAT HY>XXHbIe
npouenypbl 1 onepaunmn, HanpumMmep, No pacwiMpeHuto nuleBoaa
U yganeHuto 3y60B.

bonblle o nporpamMmme 37ecCh.

= rocnutanunsauug 134 neteun

B 2020 roay


https://deti-bela.ru/programs/bulleznyy-epidermoliz/gospitalizatsiya/

= NMOMOLLLb 85 OEeTSAM Mo nporpamMmme
Peabunutauua B 2020 roay

Peabunutaums

UTOObI AeTU C BYNNE3HbIM aNNAEPMOJIU3OM U UXTUO3OM
rnocne s1e4eHns n onepaumnm HyBCcTBOBa/IuN Ceb4 nyulle,
Bpauu oHpa pa3paboTaniv YHUKaNbHbIe NporpamMmmbl
peabunuTtauunmn, KotTopblie nogone4vyHbie MOryT NnpouTu

B 1Iy4wWnX naHcnoHatax MockBbl u Coun.

B nporpammy BXOAUT TOJIbKO TO, YTO HYXXHO KOHKPETHOMY
nauueHTy: eyebHasa GU3KynbTypa U BoaHbie npouenypbl
noA pPyKOBOACTBOM OMbITHOIO MHCTPYKTOPA, a TaKXKe
KOHCY/bTaLLMKU NCcUxosiora U passuBaroLlme 3aHATUSA.

B caHaTopuun netmn-6a6o04kun n geTn-pbli6Kn He TOJIbKO
nonpaBnAaAloT 300pPOBbE, HO N 06LLAI0TCH, 3aBOAAT HOBbIX
aopysen. 3aecb et HaxoasaTca nod MPUCMOTPOM OMbITHbIX
N YYTKUX CneLnaancTos.

bonblle o nporpamMmme 3gech.



https://deti-bela.ru/programs/bulleznyy-epidermoliz/reabilitatsiya/

Peabunutaums

A ellle aTOo NpeKpacHass BO3MOXXHOCTb 3aBECTU AETAM HOBbIX ApYy3eun, 6/IM3KUX MO ayxy!

AHOPEN | [0roB



https://www.youtube.com/watch?v=jRVVk7K2swE&feature=youtu.be
https://www.youtube.com/watch?v=jRVVk7K2swE&feature=youtu.be

CromarTonorma anga «6adouyek»

[1ns 3y6bHOro JoKTopa pebeHokK ¢ bynne3HbiM annaepmMosin3om

— OYEHb CNTOXXHbIVN NAUMNEHT: CIIN3UCTblE 060T04KM B €ro NooCTU
pTa TakKne YyBCTBUTESIbHbIE, YTO PaHUTb X MOXKET Oa)Ke TBepaas
NuLLa, HE roBOPS Y)Ke O CTOMAaToNMorm4yeckmx MHCTpymeHTax. OgHo
HeBEPHOE ABMKEHUNE — 1Y MaNEeHbKOro NaumneHTa MOXXET Ha4yaTbCH
CUJIbHOE KpOBOTEYEHNE.

OcMOoTp, NnevyeHne n yaaneHume 3yoboB aeTen-6abovyek MOYKHO
OOBEPUTb TO/IbKO OCOBEHHbIM CTOMATO/1I0raM — yMesbiM 1 XpaodpbiMm,
KOTOpble He 604TCH paboTaTb C YyBCTBUTEIbHbIMU 3ybaMu

N OECHaMU, He genaroT 60/1bHO U BCcerga MoryTt nogooapuTb CBOUX
MaNleHbKUX MaLUNEHTOB.

PoHp, «[eTn-6abo4Kn» ULLET TaKUX Bpaden B CTONTUYHbIX
N PErmoHanbHbIX KIIMHUKaX N MOMOraeT CBOMM NMoaonevyHbIM NponuTu
Y HUX nNeYyeHune Ha cpeacTtBa poHOa.

bonblle o nporpamMmme 31ecCh.

= CTOMaTOJ1Iorn4ecCkKasd rnomMolLub

1 17 petam B 2020 roay


https://deti-bela.ru/programs/bulleznyy-epidermoliz/stomatologiya-dlya-babochek/ 

laTpoHa)>k U MeaAULLUHCKOEe conpoBoXXaAeHUue

B doHpe «[eTn-6a604kun» pabotatoT npodeccroHanbl,
KOTOpble MOMOraloT poauTenamMm MaJleHbKUX «6aboyek»

U «PbI6OK» YXa)XKuBaTb 3a HUMMW. 1 3 3 8
Korga B cembe nossnseTca peb6eHoK ¢ 6ynn1E3HbIM = OHHbIX MAaTPOHaXKen
anNnMaepMosIn3om, pogntenn n Bpayvym obbli4HbIX OONbHUL

4YaCTO He 3HAT BCe KMOXXHO N HeJ1b34» B yxXxoae nu 2 1 8 8 OH/TanH-KOHCYNbTaLUN
3a ero oco6eHHOnN KOXXeWn. B 2020 roay

Toroa Ha nomMolLLb NPUXoauUT Bble3aHas naTpoHaXkHas
cny>xo6a ¢ooHaa «eTn-6a6o4kmn». Ee Bpaum n meacecTpbl
yyaT MaM U nan genartb nepeBa3Kn U BbiIbUpaTb cpencTsa
yxopaa.

buneTbl Ha Npoe3n and naTpoHaXXHouU 6puragebil,
cooep>XMmMoe «KKOpoobKUu MNoMoLLn» U pacxogHble MaTepuanbl
019 npoBeaeHna aHa1M30B OornJ1avynBaloTCHa U3 CPeacTB,
cob6paHHbIX POHOOM.

bonblle o nporpamMmme 31ecCh.



https://deti-bela.ru/programs/bulleznyy-epidermoliz/patronazh-i-meditsinskoe-soprovozhdenie/

O6yuyeHue Bpauen

UToO6bl KaK MOXXHO 60/1bLle Bpayen MOrfno noMo4vyb «6abo4yKkam»

U «pblbKaM», POoHO OpraHN3yeT A1 HUX CTaXXUPOBKU B BeAYLLUX
eBpPOoneucKnx meguLHCKUX LLeHTpax n oby4vyaeT Bpavyeu

B POCCUUCKUX PErnoHax.

Korpa ectb 3HaHU4, yxoouT cTpax. Ecnu Bpay 3HaeT 6onbLue

0 6ynne3HoM annaepmMoninie nam MXTnose, OH CMOXKET
KayecTBeHHee MoMo4Yb MasieHbKOMY NaLuneHTy C TaKUM OANarHo3om,
YCMOKOUTb BCTPEBOXXEHHYIO MaMy 1 HAa3HA4YUTb NpaBUIbHOE
ne4vyeHune.

Y poHpa «[1leTn-6abo4ykn» ectb 60/blUasd Lenb — caenaTtb 3HaHUS
O pedKUX reHeTn4ecKmnx 3aboneBaHna KOXX1 OOCTYMNHbIMU AN
KakK MOXXHO 6onbllero Kpyra Bpadeun, 4tobbl OHM MO MOMOraTb
nauneHTamM gake B caMbiX yaoaneHHbIX YroJsikax Hallen CTpaHbil.

O6pasoBaTenibHag NporpamMma o4 Bpadyein Tak>Ke onsadmBaeTcs
N3 CPeOCcTB, MOXXePTBOBaHHbIX B GOHA.

= 21 oby4yaroLinmm ceMmnHap

bonbLle o nporpamMmme 34€ecCh. nns 2 923 Bpayeun B 2020 roay


https://deti-bela.ru/programs/bulleznyy-epidermoliz/obuchenie-vrachey/
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