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7 BepecHs - BcecBiTHi AeHb 06i3HaHOCTi XBOPO6U [J1OLLIEHH.
Y uei geHb MM NigBULLYEMO O6i3HaHICTbL NpPO M'A30BY
avctpodito AloweHHa i bekkepa (MAA / MAB) y BcboMmy CBITi.
AK 3aBXAW, Y Hac € ocobnmBa TeMa, sika 3acnyroBye 6inbLuoi
yBaru. B ubomy podi ue «/lopocne XuTTa i JioLeHH»

AOPOCHE XNTTA | AOLLEHH

3a OCTaHHi AeCATUNITTA OYiKyBaHa TPUBANICTb XUTTS JNOAEN,
AKi CTpaxZatTb Ha XBOPObY JtoLlleHHa, 3Ha4YHO 36inbLunnacs,
A0pocChi 3 xBopoboto JtoLeHHa binbLue He € BUHATKOM. [lopocne
XNTTA 3 XBOPOO OO JloLLeHHa NoB'A3aHe 3 HOBMMU Npobaemamum
I MOXJINBOCTAIMU, @ TaKOX, 3 HOBUMW acnekTamu 3i 340poB'am. Y
ue BcecBiTHIN geHb 06i3HAHOCTIi Npo XBopoby JtoLeHHa MU
3aK/IMKAEMO BCiX MONOAMX AOPOCAMX 3 XBOpobow JroLleHHa
XWUTW B NOBHIN Mipi CBOIM XUTTAM.

BECBITHA OPIAHISALIA AFOLLEHHA

7 BepecHA BcecBiTHA oOpraHisauid, Mo 3axuUCTy MauieHTIiB 3
xBopoboto [iLlleHHa OpraHi3oBye OHMAAMH-3aXxif, Ha AKOMY
ekcnepT NoAINATLCA CBOIMU iCTOPIAMY Ta 4OCBIA0M, MOB'A3aHUM
3 MA44 / MAB T1a ix pgopocavm XUTtam. Lum Mu nparHemo
HaAVXHYTN MOJIOANX Ntoden 3 xBopoboto ArLeHHa i iX CiMT,
AATN IM MOXNUBICTb AyMaTu i 6yayBaTi NaaHW Ha ManbyTHE.

3anuTtu ana npecu:
Nicoletta Madia: nicoletta.madia@worldduchenne.org
Suzie-Ann Bakker: suzieann.bakker@worldduchenne.org

YOMY 7 BEPECHA

fen DMD, wo kopye 6inok
ANCTpodiH, € HaNnZOBLLNM 3
BiZOMUX reHiB ntognHW. BiH
CKNnajaerbcsd 3 79 ek30HiB.
Ocb yomy 7 BepecHs - gaTta
AeHb 06i3HaHOCTI xBOPO6U
JroweHHa

Mpo MAZA / MAB

XBopoba JtoLieHHa

i bekkepa - ue
PiIAKICHI reHeTUYHi
3aXBOPHOBaHHS, L0
BN3HAYarOTbCA 33
M'A30BIl CNabKOoCTi.
M'a3n 3 yacom
NOCTYNOBO CNabLIAkOTh.
Lle B pe3ynbTari
BM/INBAE Ha 34aTHICTb
ANXaTn, a TaKOX Ha
po6OTY Ccepus, TaK K
cepue - Le Tex M'asn.
Jroan, HapoaXxeHi 3
AroweHHa i bekkepa,
NPOTArOM YCbOro
IXHBbOTO XUTTH
noTpebytoTb AOrNS4y
BiZ, PI3HNX MeANYHUX
daxisuiB.
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