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| BceykpanHckmnm KoHr Opr nn NauneHToB
[MoHATWE PEOKOCTU 3a00f1IeBaHNA

 yacTtoTta meHee 1 n3 2000
OpnobpeHo Npasunamu (EC)

141/2000

* B YKpaunHe HeT n camoro
onpeneneHnsa "peagknx
3aboneBaHun". He
CYLLECTBYET NneyvyeHna ans
6000-8000 P3, 75%
KOTOpPbIX 3aTparmsatoT
NnaLmneHToB OETCKOro
BO3pacTa

bnazomeopumenvnutit ®ono

JleTH co CIMHAJILHOM MbIIICYHON aTpo(uen
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« CMA - penkoe
reHeTNYecKoe
3aboneBaHue,
nopa)atoLee Kaxgoro u3
6000 HOBOpPOXAOEHHbIX.
Kaxxabit 40 HocuTenb
reHa, Bbl3blBalOLLErO
CMA, koTtopagd
3aTparnmBaeT, HeB3upad
Ha Nos, HaUMOHAarNbHOCTb
N BO3pacT
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| BceykpanHcknn KoHrpecc OpraHusaumn NauneHToB

[OoC glcaéDCTBeHHaFI 803I/I na .
B BOI peaKknx 3aborneBaHUn

 HALIMOHAJIBHAA TPOIPAMMA
[0 PEAKUM SABOJIEBAHUWAM

npuHaTune [porpammel gacrT...

e
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| BceykpanHcknn KoHrpecc OpraHusaumn NauneHToB

rapaHTuIoO TOro, YTo peakne 6one3Hn CooTBETCTBEHHO
KrnaccnuumnpoBaHbl

byneTt yBennyeH obbemM Hay4dHbIX NCCedoBaHUN B
obnacTtu peagkux 6onesHen

byayT co3gaHbl LIeHTpbl OKCnepTusbl, yCTaHOBNEHA UX
CBA3b U y4acTune B HauumoHanbHon u Esponenckon Cetu

OygeT opraHn3oBaHa AUArHOCTUKa Ha eBPOMNencKoM
YpPOBHE

BbyaeTt JaHa BCECTOPOHHSS OLIEHKa npenapaToB A
penkux 3abonesaHnn (opgaHHbIX NpenaparTos)

byayT BOBrie4YeHbl NaumMeHTbl (MX NpeacTaBUTENn) Ha
BCEX CTaguax npouecca NpuHATUA peLleHnn

rapaHTUIO YCTONYMBOCTU NHPPACTPYKTYP, PA3BUTLIX OIS
pegkmx 3aboneBaHnn

CSMA
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ILTcepraI/IHCKI/IM KOHrpe%OpraHmauw‘/’l [TauneHToB

o4YyemMy HeobxoOMMb
nccneanoBaHus pegknx bonesHen?

* HEOCMNopMMble MOparibHble, Hay4Hble,
9KOHOMUWYECKME MPUYUHDI

* TepaneBTUYECKME BbIroabl And dboree
ooLWwmx bonesHen

* O9KOHOMUA MUJIJTTIMOHOB 6I-OLI,>K8THbIX
cpeactB B KOHEYHOM CHETE

* [locnenHee Bre4yeT 3a codoul...

JleTH co CIMHAJILHOM MbIIICYHON aTpo(uen
” . Www.csma.org.ua )
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[ToTpebHOCTb PMHAHCUPOBAHUS

° ,U,J'I UTEJIbHbIE MNMPOEKTDbI

* lHpacTpyKTypa
 BnobaHku

° Peecmpsbi

— TREAT-NMD

Neuromuscular Network
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I BcepraMng‘/'l KoHrpecc OpraHnsaunu lNaymeHToB

bIBOObI

Uepes yctaHoBNEHMe cpeau  00beanHUTb NoTeHumnarn
NPUOPUTETHBLIX BOMNPOCOB B focynapcTBa, Hay4HbIX
CUCTEME rocygapCcTBEHHOIO yypexneHuu, opraHn3aummn
MeanUnHCKOro obecnevyeHus, NauyMeHTOoB, MeXayHapOo4HbIU
couuarnbHON 3aLmThbl OMbIT 41151 yrnyoneHus
Bonpoca Peakux pa3paboTku NyTen BHEAPEHMUS
3aboneBaHunm COBpPEMEHHbLIX METOO0B
nedvyeHnAa, gnarHOCTUK1 m
NPOPUNaKTUKK

e CcOOeuncTBoBaTb Ha
rocygapCTBeHHOM YPOBHE
npoueccy pa3paboTkn U
YTBEPXXOEHMNIO MEPONPUATUN,
HanpaBneHHbIX Ha co3gaHne
«HauwnoHansHou Nporpammel
peakux 3aboneBaHuUiny

CSMA
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bnarogapto 3a BHUMaHUe

NeatenbHocTb PoHaa "detn CMA»
OCYLLEeCTBNAETCA Npu nogaepKke
Neuromuscular Network

VARM
A3

EURORDIS ENMC

Rare Diseases Europe

(CTREAT-NMD
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