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CoaoepxaHue:

YTO OAJIEE HA NOBECTKE AHA EMPC?

MS-NEED: CemuHap ECTRIMS u 26-1 KoHrpecc ECTRIMS/15-a KoHdepeHuus
RIMS (cTp.03)

CemuHap EMNPC: ynyJweHHbIN JOCTYN K rie4eHuto 1 3aboTe npu PC B cTpaHax
LleHTpanbHon n BoctouHon EBponbl — cTpaTternn onsa AOCTMKEHUA OLLYTUMbIX
n3mMeHeHun (cTp.03)

HOBOCTW YJIEHOB EINPC

Akcneauums “PC - Kunumangxapo 2010” (ctp.04)

DMSG: ®epepanbHbiv MNMpe3naeHT Nlepmadun Kpuctnad Bynbdg octaercs
nokpoButenem DMSG (O6wectBo PC Nepmanum) (ctp.05)

ENPC U APYITME OPIrAHU3ALUU

Mpo6nembl EC — MpoTokon EBponeitckon ®enepaunn PapmaueBTUHECKON
MpowmbiwneHHocTn n Accoumnauun (EFPIA) (cTp.05)

EBponeiickan ®enepauuns Hesponornyeckux Accounauun (EFNA), TpeHnHr ansa
EMPC no oueHke TexHonorum 3aopoBbs (cTp.06)

KoHdpepeHuunsa Ha Temy "Pa3symMHoe pa3melleHue Ha paboyem mecte" (cTp.06)
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Yto manee Ha noBecTke aHA EMPC?

MS-NEED: CEMUHAP ECTRIMS u 26-nu KOHI'PECC
ECTRIMS /15-aas KOH®EPEHUUA RIMS

B COTPYOHUYECTBE C ECTRIMS (EBponenickum KomuteTtom no
neyeHuro n uccnepgoBaHuto PaccesiHHoro Cknepo3sa) EMPC
OPIrAHU3YET CEMUHAP MS-NEED (OBYYEHUE NMATPOHAXHbIX
CECTEP ans PC). 3tot cemuHap coBnagaeT ¢ 26-m KoHrpeccom
ECTRIMS u 15-o11 KoHdepeHumen RIMS (Peabunutauus npu
PaccesiHHom Cknepoase).

OTUM NHTepecHbIM CEMMHApPOM, KOTOpPbIN OyaeT npoBoAUTLCH B
FoTeHOypre (LUBeuuns) B YeTBepr 14 okTsa6psa 2010 roaa, EMPC
nnaHupyeT OTKPbITb AebaTbl Mo HeJaBHO ONyGNIMKOBaHHOMY OTYETYy
MS-NEED (oT4yeTy no uccrnegoBaHuio, B KOTOPOM NPUHUManu yyacrtue
280 naTpoHaXHbIX cecTep, cneunanusupyrowumxcs Ha PC, no Bcen
EBpone). Cpeau y4acTHMKOB ceMMHapa OyayT naTpoOHaXHble CecTpbl,
cneunanusnpyrouwmecs Ha PC, npeactaButenu HauMoHanbHbIX rpynn
nauueHToB PC, npoceccnoHanbl 3qpaBooXpaHeHUs U BbicLUMe
YMHOBHMKK. Ha aTol BCcTpeye BegyLLMMU MeXAYHAPOAHbIMU
akcnepTamu 6yaeT AaHO HenocpeacTBEHHOe NMOHMMaHne
pa3BuBaloLencsA porniM NnaTpoHaXHbIX cecTep npu PC, a Takke byner
AaHO 06 bACHEeHNe KOHKPETHOro 3Ha4YeHUA pe3yNnbTaToB OTYeTa,
KOTOpOe OHM ByAyT npeAcTaBnATbL CO60M ANA KNMHUYECKON NPaKTUKK,
M 3Ha4YeHue cornacuTeribHOro AOKyMeHTa, Kacarolerocs eBponemncknx
naTpoHaxHbIX cectep npu PC, cocpegoTo4eHHOro Ha ctaHgapTusaumm
KNUHUYECKOM NPAKTUKN Ha eBPONeriCKOM U HaLuMOHaNbHOM YpPOBHe.
Bce aTn Bonpochkl Nony4arT WKpokKoe obcyxaeHue.

Cpenun OOKNaavYnMKoB Ha 3TOM CeMUHape byayT: a.0. QHTOHU
MoHTceppaTt MonuHep (EBponeiickaa Komuccus), JopoTtes MuuwHay-
Muwenb (DMSG, HaumoHanbHoe O6wecTBo PC NepmaHun) n dngxka
JlyoTo (RIMS).

Onsa nony4yeHusi AONONHUTENbHOW MHOPMaLMKN U NPaAKTUYECKNX
peTanen oTHOCUTENbHO 3TOro ceMuHapa, noxanynucra, BomauTe B
KoHTaKT ¢ CekpeTtapuatom EMNPC no tenedoHy +32 2 305 80 12 unum
email secretariat@emsp.org.

CEMMHAP ENPC: NyYLUnin AOCTYN K TEPANUAM U 3ABOTE
NP PC B CTPAHAX LEHTPAJIbHOU U BOCTOYHOW EBPOIbI
— CTPATErnu and nony4vyeHusA owlytTuMoro YnyylweHUA

ENPC BbIABUTAET HA I'IEPBbIJ?I MNAH YCNELWHbIE MHWLINATUBDI
CO CTPAHAMU LEHTPAJIbHOU N BOCTOYHOU EBPOINbI
OTHOCUTEJNbHO OOCTYIA K TEPAMNMUAAM NMPU PC.

B KOoHUe HOs06ps, B nATHMLY 26 U cy660Ty 27 HOs6ps 2010 roga
EMNPC opraHusyeTt B [pare cBon ceMrMHap Ha TeMy Jy4Liero gocrtyna
K Tepanuam u 3a6ote npu PC B cTpaHax LleHTpanbHon n BocTtouHoM
EBponbl. Ha aTon aByxaHeBHOM KOHdepeHuuu EMPC
coCpeaoToOUMTCSH Ha eBPONeMCKUX MHULMaTUBaX, MOMOTralLwmx
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paboTte HauMoHanbHbIX obuwecTB PC (CornacutenbHbIX AOKYMEHTaX
PC, EUReMS, Kogekce Xopouweim lNMpaktuku npu PC, n 1.4.), n oyager
paccmaTpuBaTb HEKOTOpPbIe NPUMEPbI YCNELWHOro COTpyAHUYeCTBa
mexay O6wectBamu PC B cTpaHax LleHTpanbHon u BocTtouHoMn
EBponbl 1 HaUMOHaNbHLIMU UHULMaTOPaMU, TaKMMM Kak NMonbcknn
HauuoHanbHbIn MnaH Tepanun unu HaunoHanbHble Kpyrnbie Ctonbl
Bbicokoro YpoBHs.

YyacTtHukamm CemuHapa EMPC B Npare 6yayT rnaBHble
aaMUHUCTPATOPbl HaunoHanbHbIX ObwecTB PC, YNHOBHUKMK OT
nonutukn un Ynennl MeguumnHcknx KoncynbtatuBHbix NpaBneHum
HaumoHanbHbIX Accounauun, Tak e, Kak NONIMTUYECKMe feaTenu,
aAMWHUCTPATOPbI OT 34PaBOOXPAHEHUA U CNEeLMANUCTbl NO CBA3AM
¢ obwecTBeHHOCTbIO (PR).

Ons nonyyeHuna gononHuTenbHon uHdgopmaumum o CemuntHape ENMPC
B MNpare, noxanyncra, Bongute B KOHTaKT ¢ Cekpetapuatom EMNMPC
no ten. +32 2 305 80 12 unu email secretariat@emsp.org.

Hosoctu uneHos EMPC
SKCNEOQMUUNA "PC KUMTMMAHOXXAPO 2010"

YELLCKOE OBLUECTBO PC ROSKA OPIrAHU3YET 3KCNEAULIUIO
no NOABEMY HA KWTUMAHOXKAPO C NMALMUEHTAMMU PC.

Komanpa nogen ¢ PC n3 Yexun nogHumeTcs Ha ropy
Kunumanpxapo B TaH3aHuK, 3Ta akcneguuus nponaeT ¢ 15 okTAdGps
no 1 Hos6ps 2010 roga. Yewckoe ObwecTtBo PC ROSKA siBnsietcs
opraHusaTopom 3Toi akcneguuun. CornacHo ROSKA, ata
aKcneaMuusa [oMKHa NoKasaTb TO, YTO He TOSIbKO NMOJIHOCTLIO
340poBbLIe NH0AUM MOTYT BONNOTUTL cBOU MeyTbl. Muccus ROSKA
COCTOUT B TOM, 4TOObI NOOYAUTL NaUUEHTOB, UX CEMbU U Apy3en
aKTUBHO 60OpoThCA ¢ 60Mne3HbIo, "KOTopas ABNAETCS CTOMb Xe
TPYAHOM, N TPebyeT Tak e MHOro, Kak BOCXOXAeHUe Ha camyto
BbICOKYIO ropy B Acpuke".

ROSKA yepnaeT cBoe BALOXHOBEHME ANA 3TOMN 3Kcneauuun B
yenoBeke, — 3710 Jlopu LLIHanpgep — eanHCTBEeHHasA XeHwWwuHa ¢ PC B
Mupe, KoTopas NogHsNachb Ha usBectHble "Cemb BepwuH". Y noaen
¢ PC u3 gpyrnx ctpaH 6yaet BO3MOXXHOCTb NOAHATBLCA Ha
Kunumanpxapo B utone 2011 roga ¢ akcneguumnen, opraHN3oBaHHOM
Nopwu WHangep. 310 — akcneguumsa ansa nogen ¢ PC, kaxgomy mns
KOTOpbIX OyAeT oka3aHa noaaepkka npocgeccuoHanbHbIM
anbNUHUCTOM.

Onsa pononHUTenbHOM MHcopMauumn (Ha YelwckoM) o6 aTon
aKkcneguMumun, noxanyncra, obpawantecb Ha:
http://www.roska.eu/pripravovane-akce/expedice-rs-kilimanjaro-
2010.html
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DMSG: ®ELOEPAJIbHbIA MPE3NOEHT FTEPMAHUU KPUCTUAH
BYJIb® ABJIIAETCA MNOKPOBUTEJIEM DMSG -
HALMOHAJIbHOIO OBLLECTBA PC TEPMAHUA

DMSG MOXET NMPOAOJTKATb PACCYHUTbLIBATb HA MPE3NOEHTA
KPUCTUAHA BYJIb®A, KAK HA CBOEIO NMOKPOBUTENA.

-H Kpuctnan Bynb 06bsABUI, 4TO OH NpoAosKaeT ObITh
noKpoBUTesieM HauuMoHanbHoro O6wecTtea PC NepmaHuu — DMSG.
OH noguepkuBaeT LIeHHYIO paboTy, koTopyt O6wecTBo PC
FepmaHnu penaet M30 AHA B AeHb. I-H Bynbdg, maTb KOTOpOro
6onena PC, 6b1n nokpoButenem DMSG ¢ Hos6ps 2001 roga. I'-H
Bynbd ueHnT ycunua DMSG B TOM, 4TO OHM AalOT pyKOBOACTBaA U
coBeTbl Nnoasam ¢ PC o Tom, kak x%uTb ¢ PC HacTonbko HopManbLHOW
XXU3HbK, HACKOJNbLKO 3TO Bo3MoXHO ¢ PC. [insa MNpe3ungeHta DMSG, r-
xun fopoTteu MuuwHay-Muwanb, ganbHenlee 065a3aTeNbLCTBO r-Ha
Bynbda sBnsetca motuBaumen u CTUMYNom K TOMY, YTOObI
npoAofkaTb U NPMBOAUTL B UCMOJSTHEHUE YCUIus, kotopble DMSG
yXe npegnpuHUMaeT, YTOObl yNy4lunTb Ka4eCTBO XWU3HU Nogen ¢
PC.

[Onsa pononHuTenbHOn MHcopMmaLmnm (Ha HEMELIKOM) O AaNbHENLLINX
ob6s3aTtenbcTBax r-Ha Bynbda, kak nokpoButensa DMSG,
noxanymncra, 3aMauTte Ha cauT: hitp://www.dmsg.de/multiple-
sklerose-
news/index.php?w3pid=news&Kkategoriezausdembundesverband&an
r=2222&suchbeqgriffezWulff

EMPC v ppyrue eBponenckmne HenpaBUTENbCTBEHHbIE
opraHusauuu

NMPOTOKOJ1 EBPOCOIO3HbIX MPOBJIEM EBPONEWUCKON
®EAEPALUN PAPMALIEBTUHMECKOWU NMPOMbILLNEHHOCTU
N ACCOLIMALINU (EFPIA)

EFPIA HEQABHO ONYBJ/IMKOBAJIIA CBOM MPOTOKON NO
NPOBJIEMAM EC

EFPIA HepaBHO ony6nukoBana ®eBpanbCKMi NPOTOKON MO
Mpo6nemam EC. 3TOoT nepnoanyeckun JOKYMEHT AaeT KpaTkumn
0630p co6bLITUI Ha ypoBHe EC, oTHOoCcAWwMXCA K (hapMaLeBTUHECKOMN
NMPOMbILWNEHHOCTU. C CeHTABGPbLCKMM N3aaHNEM MOXHO
O3HaKoMuTbcA Ha: http://www.efpia.org.
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EFNA, TPEHUHI AN EMPC MO OLEHKE TEXHOJIO MU
300POBbA

ENPC NPOBEJIA TPEHWHIT NO OLIEHKE TEXHOJIOMMK 3A0POBbLA B
JIOHOOHCKOM LWWKOJIE 9KOHOMUKA

EMNPC 6bina nobe3Ho npurnaweHa EFNA (EBponeiickon
®depepaumnen HeBponoruyecknx Accoumanmm) Ha yuebHyr ceccuro
no OueHke TexHonorum 340pOBbs B NPUHATUM peLleHUr No
BoMpocam 34paBooXpaHeHUA. ATOT TPEeHUHr npoluen B JIoHAOHCKOM
Lkone 3koHomuku 13-15 ceHTAGps 2010 ropa.

OueHka TexHonorum 340poBbsA MOXET ObITb onpeaeneHa Kak
cucteMmaTuyeckas oueHKa KnmHuyeckon n/unu comHaHcoBom

3¢ eKTUBHOCTM U cOUMANbLHOIO U 3TUYECKOro BO34enCcTBuUs
TEXHOJIOrMU 340POBbA Ha XKU3Hb NALUEHTOB U CUCTEMbI
3apaBooxpaHeHus. FnaBHasa uenb OueHku TexHonorum 340pPoBbA
COCTOUT B TOM, YTOObI 06ecneynTb TOYHYH UHOPMaLMIO BbICLUMM
YMHOBHUKaM 34paBOOXpPaHEHUA.

Llenb ceHTAGpbCKON TpexgHEBHOM y4eOHOM ceccum cocTosina B TOM,
YTOObl YBENIMYMTb 3HAHWUA U HaBbIKW FPYNN NaLMeHTOB
oTHocuTenbHo OueHku TexHonorum 3aopoBbA. Ceccus oxBaTbiBana
pa3nuyHble BONpochbl, oTHOcsALWwMecs K npoueccy OueHku
TexHonorum 30o0poBbA: 3HA4YeHUe U oLeHKa, obecnevyeHune
cBuaeTenbCTB ([OKa3aTenbCTB) ANA rPynn NauueHToB,
MaKcuMMn3aumus BO3MOXHOCTEN, npeacraBnsaeMbix OueHKon
TexHonornu 300poBbs, YTOObLI BMUATHL HA NPUHATUE peLleHusi O
AocTyne K MeguLUMHe.

Bnarogaps aton y4e6Houn ceccuu, npegcrtasutenb EMPC r-xa
Denernus nony4una nydwee NoOHMMaHNE KOHLENLIMA U
npoTuBOpeYU, okpyxarwmx OueHky TexHonorum 340poBbA, Kak Ha
HauMoHanbHOM, TaK U Ha eBponenckom ypoBHe. Ecnu Bawe
O6wecTBO PC nHTepecyetcs 6onben nHdopmaumen
oTHocuTenbHo OueHkn TexHonornn 3Q0poBbA U/MNun XXenaeTt cTaTb
BOBIie4YeHHbIM B npouecc OueHkn TexHonorum 340poBbA B Ballen
CTpaHe, Noxanynucta, BOWauTe B KOHTaKT ¢ r-xou denernus no email
julie.deleglise@emsp.org.

KOH®EPEHLUUA HA TEMY "PA3YMHOE PASMELLEHUE HA
PABOYEM MECTE"

ENPC YYACTBOBAIJIA B KOH®EPEHLIUM MO 3TOU TEME,
OPFAHVIBOQBAHHOVI EBPOMEACKUM ®OPYMOM UHBANNOHOCTHU
M EBPONENCKMUM OPTAHN3ALMOHHBLIM LLIEHTPOM

23 ceHTAGpA EBponenckun ®opym UHBannaHocTu n EBponencknn
OpraHusaumMoHHbIn LleHTp cOBMeCTHO opraHu3oBanu KoHcgepeHuuto,
YTOObl NOAHATL NPOGNEeMy pasyMHOro pasmelleHusi Ha pabouyem
MecTe U 06cyauTb CBAA3aHHbIe C 3TUM NPENsTCTBUA.

"Pa3ymHoe pa3melleHue" siBMAETCA OPUANYECKUM MOHATUEM,
KOoTOpoe sAICHO He onpeaeneHo. KonBeHunsa OOH no MNMpaBam
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MuBannpoB rnacuT, 4Tto 3TO "03HavyaeT HeobGxoauMble U
COOTBETCTBYHOLME UBMEHEHUA U YCTAHOBKU, He co3aatlolme
HenponopuuoHanbHble NN HEYMECTHbIe Harpy3ku".

M-xa Oenernus, npepgcraButenbHuua ENMPC, accuctnposana Ha
KOHcpepeHUun, B Te4eHMe KOTOpPOM coumarnbHbie NapTHepbI,
HenpaBUTeSIbCTBEHHbIe OpPraHM3aLuuu, NpeacTaBUTENM YUpeXaeHUn
EC 1 KoMmnaHum o6mMeHMBanuchb npeacraBneHUAMU OTHOCUTENILHO
HEU3BECTHOro eLe NOoHATUA — "Pa3ymHoe pa3melieHue". Bbina
nogvyepkHyTa npobriemMa ocyllecTBNeHUsA 3Toro NnoHATMA B EC 1 Ha
HauMOHaNbLHOM YPOBHe, TaKXe KaK U He4OCTaTOYHOCTb ero
NOHMMAaHNA IPUONYECKUMU CUCTEMAMM.

Ecnu Bam Heo6xoauma 6onbluas MHpoOpMaLUa OTHOCUTENbHO 3TOM
TeMbl U/Unn KoHcepeHUnn, He CTeCHANTECb BOUTU B KOHTAKT C r-XKOW
Oenernus: Bjulie.deleglise@emsp.org.

MepeBoa AHHbI Borontobosoi n3 O6wepoccuiickon OblecTeeHHon OpraHusaumm
MuBanupoB — bonbHbix PaccesHHbIM Ckneposom (OOOW-BPC), 06.10.2010.
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