7 ceHTA6pA - BceMupHbIA AeHb OCBeAOMJIEHHOCTU O
AoleHHe. B 3TOT AeHb Mbl NMOBbILLaeM 0CBEA0OM/IEHHOCTb
0 Mblwe4yHown guctpodum [AroweHHa u bekkepa (MA4 /
MAFB) Bo Bcem Mupe. Kak Bcerga, y Hac ecTb ocobas Tema,
3acnyxuBarowaa 60nbwero BHAMaHUA. B 3Tom roagy aTo
«B3pocnas XXnsHb u [lloLleHH».

B3POCJ/IAA XN3Hb N AKOLLIEHH

3a nocnefHve AecSTUNETUS OXMAAEMAs MPOAOIKUTENbHOCTb
XU3HWU  Ntogel, cTpagaromx  [JoWeHHOM, 3Ha4uUTeNbHO
yBenunnacb, B3pocable ¢ JoWweHHOM 60/ble He ABASHTCA
NckNtoUeHem. B3pocias XM3Hb C /JIfOLEeHHOM comnpsiXeHa
C HOBbIMM Mpo6iemMaMy U BO3MOXHOCTAMM, a Takxke C
HOBbLIMW acMekTaMn CO 340POBbeM. B 3TOT BceMUpHbIA AeHb
0CBEAOM/IEHHOCTYM 0 [lfoLieHHEe Mbl MPU3bIBaeEM BCEX MOIOAbIX
B3POC/bIX C OLLEHHOM XUNTb B MOJHOW Mepe CBOel XN3HbHO.

BCEMWPHAA OPTAHN3ALUUMA AOLUEHHA

7 ceHTsabps BcemupHasi opraHusaumsa /[rolweHHa nposegeT
OHNIAaNH-MeponpuaTe, Ha KOTOPOM 3KCMepTbl MNOAENATCH
CBOVIMWN WCTOPUAMU N ONbITOM, cBA3aHHbIM ¢ MAA / MAB n
B3POC/I0M XU3HbK. OTUM Mbl CTPEMUMCH BAOXHOBUTH MONO/bIX
nojgein ¢ roweHHOM U UX ceMbi, AaTb UM BO3MOXHOCTb AyMaTb
N CTPOUTb NNaHbl Ha byayLiee.

3anpockl ANa Npecchbl:
Nicoletta Madia: nicoletta.madia@worldduchenne.org
Suzie-Ann Bakker: suzieann.bakker@worldduchenne.org

NMOYEMY 7 CEHTSABPA

feH DMD, kogupytowwmii 6enok
ANCTPODUVH, SABNSETCA CaMbIM
ANVIHHBIM n3 N3BECTHbIX
reHoB 4esoseka. OH cocTouT
n3 79 3k30HOB. BoT nouemy 7
ceHTs6ps-3ToAaTaBceMupHoro
[IHA 0CBEJOMIEHHOCTU O
JroleHHe.

0 MAA / MAB

AroweHH n bekkep
MA - 310 peakune
reHeTUyeckKmne
3aboneBaHus,
onpegensemMblie rno
MblLLE€YHOWM cnabocTtu.
MblILLbI CO BpeMeHeM
NOCTENEHHO
CTaHOBATCS Ccnabee.
JTO B KOHEYHOM
nTore BAMSIET Ha
CNOCOBHOCTb AbILLAaThb,
a Takxe Ha paboTty
cepAua, Tak Kak cepaLe
- 3TO TOXEe MbILLLA.
loan, poxaeHHble

c AoweHHOM 1
bekkepowm, Ha

NPOTAXEHUN BCEN
NX XU3HW TPebyroT
yX0Za OT pa3HbIX
MeAMLNHCKMX
cneunanmncTos.

BOJIbLUE
NMHPOPMALNI
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