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doHO
OETU-BABOYKH




doHA
AETW-BABOYKU «Ceuivac bnazogapa Hawel pabome, biazogapa momy,

umo Bpavu bonbwe 3Harom o 3abonebaHuu, mel bbicmpee
peazupyem, K Ham obpawaromcea Bpaqu u mamel,
kauyecmBo u gnumenbHOCMb WU3HU «baboyek» umeem
meHgeHyuto K ynyduieHuto u yBenuyenuro.

Te, kmo He gomuBan go nogpocmkoBozo Bo3pacma,
menepb nepewiazuBaem pybem coBepweHHonemus

u wmuBém ganewe. Ho sma HeBepoamHasa pagocme
ogHoBpemeHHO msmenoe gna Hac bpemsa. Y Hac ywinu 20gsi
Ha mo, ymobbi BHegpumeca u NOHAMb, Kak opzaHu3oBame
nomouwib 6 gemckou mequyuHe. Ho Mbi cMonKHynUCh

¢ npobaemoli. PebéHok, Hanpumep, 6 gpoHge ¢ 10 nem,

oH Bbipoc, emy ucnonHunoce 18, u ymo? Y He2o npowién
bynnésmsiti snugepmonus? Hem. Emy cmano neaue? Hem.
W Ham HywHa Bawa noggepka, gpy3ba, Ymobbl NoMoub
u 3mum pebamam 6eina 6o3momHoOU».

KceHna Pannonopt
HapopgHasa apTuctka Poccuun, nonevntens poHaa

Bnaropaps Baluei moMoLLy 3a NofiroAa Ham yaanocb cobpatb

75 309 590,47 py6neii.

31n cpenctBa byayT HanpaBneHbl HAa MPOrpaMMbl NOMOLLY feTam-6aboukam



®OHA
LETN-BEABOYKM

8 poCcCMCKUX permoHoB
Bbigenunu emecre 137 mnH
pybnei Ha megUKaMeHTbI
Bns petei-6aboyex

B TeueHune cemu net mbl pabotanu

Mo BceW CTpaHe C MeCTHbIMM B/TACTAMM U
Bpavamu. M Bot B 2018 rogy npousoLuna
HacTosLLLas peBONIOLMSA: BOCEMb
pernoHoB CTanu BblAeNaTb cpeacTsa

Ha nepeBa30YHble MaTepuanbl

Ons geteii-6abouek. 31o MockBa,
MockoBsckas obnactb, CaHkT-TeTepbypr,
KpacHopgapckui kpai, TaTapcTaH,
bawkoptoctaH, XMAO u HYeuHs.

HALWW OOCTUXEHWA

Mbi 3anycTunu nporpammy
peabunutauum pns peteit-
6abouek

3T0 yHMKabHag NPOrpamma,
paspaboTaHHas HaWKUM Bpayom

Ans nopaepxaHus obuiero
COCTOAAHWA 300pOBbsA AeTein-6abouex.
Benb ocnoxHeHuns Bcerpa ny4diie

npenorBpaiiaTtb, HEM 60pOTbC$I C HUMMW.

Mporpamma y4ynTbiBaeT 0cobeHHOCTH
KOXW 1 300pOBbs KaXA0ro pebéHka.
Mpouenypbl U UX ANUTENBHOCTb
nonbupatoTcs MHAWBUAYANBHO.

4

OTtna)keHa cuctema
NaTpoHaXka HOBOPOXXAEHHbIX
B COTpyAHUYecTBe

C MeCTHbIMM Bpayammu

B mae B MockBe poannca manbiiu-
6abouka. Mbl y3Hanm o HEM B NepBbIi Xe
AeHb XWU3HW. Haww Bpay TyT Xe npuexana
B popaom. Mpusesna nepeBs3oyHble
cpepncTBa, KpeMbl, pacckasana mame u
nane o 6onesHu 1 Havana oby4atb, Kak
npasuibHO denatb nepeBasku. Kasanocb
6bl, Kak BCé npocTo. Poauncs pebéHok,
coobwmnu B poHA, Mbl NpUEXanu u
nomornun. Ho K 3Tomy Mbl LUK roAbI.
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HALWW OOCTUXEHWA

OETU-BABOYKK

B Poccum Bnepsble

caenanu onepaumio
Mo YCTaHOBKE racTpoCcTOMbI
pebéHky-6abouke

Xupypru HU3[] cnacnm XXun3Hb Hallei nogoneyHomn gesoyku.
Bpauu caenanu cnoxHyto onepawuio — NOCTaBUAMN FacTpOCTOMY.
Hale 3p0poBbe 3aBMCUT OT TOTO, YTO Mbl eaum. [1na «babouek»
nuTaHne ocobeHHO BaXKHO. Y MarnblLLKy Obl10 CMNIbHOE CyXeHune
nuiieBoaa, en bbino TpyAHO rnoTaTh. BoT Takoi 3aMKHYTbIN Kpyr:
kaTacTpoduyeckas HexBaTka BUTaMUHOB 1 benka npmsogunTt

K TOMY, YTO paHbl HE 3aXXNBatOT, BMECTE C HUMU NOABNAIOTCA HOBbIE.

Bnaro,qapﬂ raCTpoCTome neBo4kKa Ha6pana BeC, OT BUTaMUNHOB
nopososenn LLEKWN M HAYanu 3aXKMBaTb ONACHble paHbl.

B Hawem otaeneHuun

ycneLHo npoLuna
onepauus no paspeneHunto
nanbLeB Ha pyKax

B HU3[ manbumky-6aboyke caenanm onepauuto
no pasfenieHunto nanbLes Ha pyKkax. [1Ba pokTopa,
koTopble bnarogaps Hallei nporpamme obyyeHus
Bpayein B mae 2017 roga umenm BO3MOXHOCTb
YUMTbCA Y HACTOSALLEN 3B€3Abl MUPOBOWN XMpPYpPrum
n3 Yexuu, nposenu onepaumio brnecrse.
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HALLN HOBOCTH
OETU-BABOYKK / COEbITI/Iﬂ

Public talk
«[eHeTn4yeckoe

paBHomnpaBue»

CBOE cemuneTve 1 mapTa Haw GoHA OTMETUN NYO6NUYHO
nuckyccuen — public talk «feHeTuyeckoe paBHonpasue».

MbI pacckasanu o Tom, 4To caenanu 3a 3tu 7 net, o6 ynyyweHun
KayecTBa M OINTENbHOCTU XU3HU fgeTein-6aboyuek B Poccuuy,

0 peanusyembiX HAMMK NPOrpammax, 0 MOMOLLM B3POC/bIM
«b6aboykam», 0 Hallel paboTe C perMoHanbHbIMMW BNACTAMM
1 MuH3gpaBom. Takxxe Mbl noroBopunu o byayuiem.

MbI nnaHMpyem npoBoANUTb NCCE[O0BAHNS, YTOObI U3y4UnTb
poccuiickue ocobeHHOCTV 3aboneBaHus. [EHETUKU rOBOPAT,
n3neyeHune bynet — pagmkanbHoe U HaBCeraa.

Bynet B 0603pnmom byayLuem. M y Halimx nofoneyHbIx ecTb
BCE LLIAHCbI, YTOObI AOXUTL [0 STOFO MOMEHTA.

Mpa3aHuk
DN NoaoneyHbix
B yecTb 7-netusa $oHAa

Mpa3gHuk Ha [eHb poxaeHus GoHOa NPoUCXoamuT pas

B ABa ropa. Hawwm pebarta 31oro XxayT, a Mbl FOTOBUM -

BCe ABa roga. Korga uenbix Tpu gHa oHn BmecTe: 130 geteit-
6abouek 13 pasHbIX yronkos Poccun, Mx mambl 1 nanb.
Camoe BaXKHOe Ha NpasgHuKe AN HUX - BO3MOXHOCTb ObITb
cob60oi1: roBOpUTb O TOM, 4TO BONUT, MNaKaTb U CMEATLCS,
0bHMMaTbCA Tak, YTOObI He 6bINo 60NbHO, AENUTLCA CBOUMMU
CTpaxamu, pafoBaTbcs nobegam.




HALLWN HOBOCTWU
ETA 5ABOKN / COBbITUS

Akuusa doHpa n Etam
«)KeHLMNHbI pagu XXEHLLUH»

B marasunHax Etam B nioHe npowuna bnarorBoputenbHas
MNoneuntenem poHpa cran aKuus HXeHLWUHbIpaanxeHLWnH. C KaXa0i1 NoKynKu

nucatenb AneKcaan LibInKuH mopeneii U3 camoii nonynsipHon konnekumm Etam Icone
100 py6neii 6b1nm NnepeyncrieHbl B Haw GoHA. AKLNIO

nopaepxxanu npekpacHble KceHna Pannonopt, Arnas

Mnioc onuH! KomaHaa Halinx noneyuteneil TapacoBa, KatepuHa LLiInuua, CeeTnaHa YcTnHoBa
nononHunack. K Ham npucoeanHunca n Onust XnbiHuHa. B feHb 3anycka oHu cobpanucb BMecTe
FOpOroi 1 BepHbIid Apyr AnekcaHap LibinkuH. BO ¢pnarmaHckom marasuHe Etam B Metepbypre, 4Tobbl
Mbi ¢ Cawei Apy>X1m MHoro ner. paccka3aTb 06 akuuu. M o Tom, kak BaxHO NomoraTthb

OH nomoraet Ham 3a60TuTbes 0 «6abodkax». XEHLLMHAM, KOTOpbI€ OKa3anmnch B TAXENOMN XM3HEHHOM

W Tenepsb yxxe opuumanbHo. cuTyauum — 6onesHb pebéHka.
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MEONKAMEHTDI
nona peten-c6abouex

Obuias cymma, 3aTpavyeHHas
Ha onnaTy MeauKaMeHTOB
nns peten-6abouvex -

36 565 474,33 pybneir

CneumanbHble nepeBsA3KMW, YHUKaNbHble GUHTbI U Ma3n —
370 TO Heobxoammoe, b6e3 yero He moxxeT 06onNTUCH

HU ogmnH pebeHok-6abouka.

3TN MeanKaMeHTbI 3aLLULLAIOT UX 0COBeHHYI0, O4eHb
TOHKYI0, XpYTKYIO ¥ paHUMYIO KOXY OT MOBpPeXAeHWA,
nomoratot 6onee HbICTPOMY 32XKUBJIEHUIO paH.

MepwnkameHTb! 6b11M NpefocTaBieHbl AeTAM
B pamkax crefyounx Mporpamm ¢oHAa:

« [ocnutanusayus;

« ApgpecHas nomolb;
e OTKa3HMKM;

+ [laTpoHax.




MEOVLMNHA

lfocnutanusauusa "
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Ha MeguUunHCKne nporpaMmmol 64 pe6éHKa
(I)OHD,a 6b110 3aTpavy€eHo
9 493 7717, 17 py6nei
. NatpoHax
12 ropopoB
Peabunurtauus 179 peteit
«  OIBY «[leTcknin MeAULIMHCKNIA LIeHTp»
YnpasneHus genamm MpesungerHta PO C
B r. Coun caHatopuii «ABaHrapn» TOMITONOEUs
«  OIBY «[eTcknin MegULMHCKNIA LLeHTp» .
Ynpasnenus genamu MNpesugenta PO 59 peten

caHaTopwmii «onsiHbl» B MockoBcKow 0611.

18 neten

dprotepanus

65 neten
120 KOHCY bTaL i
(o4HbIX 1 no skype)

feHeTuKa

7 cemen

B Hawem ¢poHae NosBUNCA YHUKANbHbIN
cneuunanuct — aprotepanesr, noronep, —
KOTOpbI/ KOHCYNbTUPYeT Hawnx «6abouek»,
rOTOBUT ANA KaXA0T0 MHAWBUAYaNbHbIE
KOMMNEeKCbl ynpaxHeHuin, aenaet
cneuunanbHble opTesbl, 3aLLMLlatoLme

OT CpacTaHus NanbLeB Ha pyKax W Horax.




OBPA3OBATESIbHAS
OETU-BABOYKHA I—IPOFPAMN\A ﬂlnﬂ BPAqEM

O6yueHue Bpayeii Ha obpasoBatenbHyto nporpammy
B permoHax A9 Bpayeli bb1no 3aTpayeHo
3 253 864,45 pybneii

BTopoii rog mbl Beém obyyatoLLyto nporpammy s Bpayeit

no Bcew Poccnn. MegkomaHga v sxcnepTbl $oHAA MpoBOAAT
CEMMHaPpbl U pacckasbiBatoT O TOM, KaK pacno3HaTb b3, kak
nomoyb pebéHky-6abouke, Kakne MegnKaMeHTbl UCMOJIb30BATb,
Kak fenatb nepeBa3Ku, Kak CliefuTb 3a COCTOSIHUEM, YTOObI feTu CTa)l(MpOBKa B UcnaHum
4yBCTBOBaNM cebs xopoLuo.

B pespane Bpaun poHAa e3annn Ha obyyeHmne B KpynHENLLNI
petckui rocnutanb EBponbl - Hospital Sant Joan de Déu

B bapcenoHe. 3gecb cunbHeliwas Wwkona neguaTtpun. Kaxpbliii
rop 34ecb NpUHMMAIOT 130 TbICAY NALMEHTOB C Pa3INYHbIMU
3aboneBaHuaMM, B TOm Yncie ¢ b3. Halwm Bpauv nosHakomunucb
c paboToin oTAenieHNiA BepMaTonormm, OHKONOrUW, CKOpOM
nomoLLmM n nabopaTtopHO-AMArHOCTUYECKOTO OTAENEHUS.

Mb1 nposenu cemuHapbl B 17 ropofax Poccun. Yuactue npuHanu
1032 Bpauya. Takxe Mbl NPOBEN 5 BUAEOCEMUHAPOB C y4acTUEM
LlepMaTosioroB, reHeTuKa, sprotepanesTa, FaCTpO3HTEPOsOra,
negmaTpa, NaTpoOHaXHoOW MeacecTpbl.

O6yueHune npoanutca Ao koHua 2018 ropa.
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CERTIFICATE OF ATTENDANCE

Hospital Sant Joan de Déu
certifies that

Turkin Aleksei
hias participated in the educational activity tithed
® Comprehensive training in epidermolysis bullosa

organized by Hospital Sant Joan de Déu in Barcelona
January 9% and 10* 2018

O 1, Pews Paparots
Dot et Kenveicm Maponcnr DNOCTion




CIMACUBO,

YTO NMNOMOTAETE
HAM ITOMOTATb
OETAM-BABOYKAM!




