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Mpoekt Care-NMD (3abota o 6onbHbix DMD) pgna  mbieyHon  amnctpodpum
AoweHHa (Duchenne) npoduHaHCcMpoBaH BTOPON Nporpammoirt 0b6LLecTBEHHOrO
Aencteua B obnactu 3goposbs EBpo Coto3a 04HMM MUAIMOHOM €BPO.

Mpoekt Care- NMD Bo3arnaensietcsi MEAMLMHCKMM LEHTPOM yHuBepcuTeTa Ppanbypr (Freiburg) n nomoxer
yNy4yLwnTb fiedeHre BonbHbIX MblleyHon auctpodum [doweHHa Bo Bcen EBpone.

MbiweyvHas pguctpodms [OroweHHa unu DMD Hambonee pacnpocTpaHEHHast U3 MbIWEYHbIX OUCTPOdni,
nopaxatowias npubnuantensHo ogHoro m3 3.500 HOBOPOXAEHHBLIX ManbvmkoB. Kak ob6bsicHseT Huk Katnuh,
otew, manbymka 6onetowero DMD: "DMD - GonesHb, paspbiBatollasi cepgue. et BuaaT Kak ux MbilLbl
BbICbIXalOT N ceMbu BoptoTCH, YTOObI CNPaBUTLCA C AMArHO30M U MOBCEAHEBHbIM OOCNYXMBAHUEM TaKoro
coctosHus. Monogele niogn 6onetowme DMD ymupatoT paHo, B NOApOCTKOBOM BO3pacTe, UM OCTaloTCs
NpUBA3aHHBIMY K UHBANMAHOM KOnsicke M HeCNoCobHbIMY ABUraTbCa 6€3 NOCTOPOHHEN nomMoLn."

HecmoTps Ha To, 4YTo B 6OMbLUIMHCTBE €BPONENCKUX CTPaH CYLLECTBYIOT LEHTPbI ANS yXxo4a 3a nauueHTamm
C HEepBHO-MbILLEYHbIMU PACCTPOMCTBAMM, MHOrO NauWEHTOB BCE Elle He MonyvarT feyYeHusd CcornacHo
COBPEMEHHBIM MpUHUMNam n pekomeHgaumsam. OcobeHHO 3To kacaeTcs BOCTOYHOW EBponbl, rae oTcyTcTBre
nHdopmaLmm, 4OCTyna K AUAarHOCTMKE M KBanmduUMpoOBaHHOM NOMOLLM cO34aéT 0COBEHHOE HEPABEHCTRO U,
KaKk pe3ynbTaT, MPUMBOAMT K CHWKEHUK KayecTBa XW3HU W CpegHen NpoAOSHKUTENbHOCTb XWU3HW ANS
nayuenToB ¢ DMD.

Care-NMD (PacnpocTtpaHeHue 1 BHegpeHue cTaHOapToB yxoda 3a 60MbHbIMM MbIeYHOW AUCTpodunen B
EBpone) 6bin n3bpaH ans duHaHcnpoBaHua McnonHutenbHblM areHTcTBoMm 340poBbsa U [oTpebutenen
(Executive Agency for Health and Consumers (EAHC)) n3 257 npeteHaeHToB. MpoekT oxBaTbiBaeT EBpony,
C MapTHEPCKMMM OpraHusauusiMm u o6LLEeCTBEHHbIMU OpraHusaumnsmu naumeHToB B bonrapuu, epmaHum,
Benukobputanun, Monbwe, BeHrpun, n Yexmm (npochmHaHCUpoBaHHbIE MAPTHEPLI), Takke XopBaTuu,
®paHumm, Wpnavgun, Makeponun, Hupepnangax, benapycun, PymbiHun, Poccun, Cepbun, Croakuw,
Lseunn n YkpanHe (MapTHEPBLI NO COTPYAHUYECTBY).

Mog pykoBoacTBom goktopa Janbernd Kirschner (OtaoeneHue HeliponegmaTpyy N MbILLEYHBIX PACCTPOWCTB
MeOMLUMHCKOro LeHTpa yHmBepcuteTa ®panbypra, ampektop Prof. Rudolf Korinthenberg), cywectsytowime
CTaHOapTbl fleYeHUs W MX Hanuume B YKasaHHbIX CTpaHax OydyT OueHeHbl W ynydleHbl 4epes
uHavBuayanbHble oby4yawwme ceccum u  gpyrme  meponpusatud. "C  npaBunbHbIM - AMArHO30M U
COOTBETCTBYIOLLMM fneyeHnem, aetm DMD un nx cembu MoryT oxugaTe Gonee JONryo NpoaomKUTENBHOCTb
XU3HU W ynydlleHMe KadecTBa XM3HKU" - 0O0bAcHAeT npodpeccop Kate Bushby, yHuBepcuteT Hblokacn,
BenukobputaHnsa. Hanudme ynydweHHOro KBanMMUUUPOBaHHOIrO yxoda Takke MpPUHECEeT Monb3y
naumeHTam ¢ Apyrumm dhopMamMm HepomblLLeYHbIX 3aboneBannii B EBpone.”

[nsa 6onee getanbHoM MHdOpMaLMM o NpoekTe obpallanTecb www.care-nmd.eu
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