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boarapma  http://www.emsp.org/bulgaria/
Llean B 2017 roay: peructp PC 1 HayMoHa/bHOe npeacTaBUTE/IbCTBO
Aanunena lunkosa

Boarapckoe O6uectBo PC 06BABK/IO, YTO OHO MO/YHU/I0 CTATYC aMUHUCTPATOPa NepPCOHa/IbHbIX
AQHHbIX B COOTBETCTBMM C HALMOHA/IbHBIM 3aKOHOAATe/NbCTBOM. DTO MPOK/I3AbIBAeT MyTb K
peanusaumm ABYX A0/FOXAAHHBIX MPOEKTOB: MOArOTOBKU perncTpa nauueHTOB C pacCefHHbIM
CK/1ep030M U NO/Ty4eHUA 0PULMA/ZIBHOMO CTATYCa HALMOHA/IbHO-NPeACTaBUTE/IbCKOW OpraHu3aLuu.

Peructp

Kak 6bl710 ynomAHyTO B nepeBom Bbinycke MHPopmaumoHHoro 6tosnetena EMPC, Boarapua B
HacTosAllee BpeMs WCMbITbiIBaeT HeOOBXOAMMOCTb B CO34aHWM  HALMOHA/IbHOTO perncrpa
naumeHToB ¢ PC. 3Ta nHMUMATMBA CMOr/1a Bbl CTaTb peLleHnemM KO MHOrMM npobaemam, HaumHaa ¢
TOYHOrO ornpege/neHnsa oblero Ko/aM4ecTBa HO/bHBIX PaCCeAHHBIM CK/AEpO30M B CTpaHe. [1o
PA3HbIM OUEHKAM Uux om 5000 00 7 000 yesnosek. Kpome Toro, peructp cobpan 6l B ogHy 6asy
AaHHbIX OT4ETbI O TedeHun PC 1 NMoKasaTe/n, pa3po3HeHHble B HacToALLLee BpeMsA No 60/1bHULAM.
Takke 6asa pgaHHbIX Mor/aa 6bl cobpaTb MHPOPMALMIO M O MaUMEeHTax C MUACTeHUEn -
ayTOMMMYHHbIM COCTOAHUEM, BbI3bIBAOLLUM MbILLEYHYIO C/1aB0CTb 1 YTOM/IAEMOCTb.

Ha cpom: ﬂm no4 AAB/IEHMEM (www.underpressureproject.eu)
MpeacTaBUTE/ILCTBO Ha HALLMOHA/IbHOM YPOBHE

3aKoHOAAaTe/IbHOE 3aKpern/leHne CTaTyca HauMOHa/IbHOM MPeACTaBUTE/IbHOM OpraHM3auum TakxKe
NMPUHeCET BakHble BO3MOXHOCTU. Hampumep, Bosrapckoe Obuwectso PC GygeT B COCTOAHMM
OCYLLLEeCTBUTb pedOpMbl B COLMA/IBHON MOMTHUKE U chepe 34PaBOOXPAHEHUsA, YTO CBA3AHHO C
A0CTYNOM K /I@HEHUIO U COLMA/IbHOM MHTerpaumm nauneHTos ¢ PC.

YT1obbl noayuntb 3TOT cCTatyc, O6bwectBo PC ago/mkHO OyaeT npoAemMOHCTPUPOBATb
npeAcTaBUTe/IbCTBO B 30 MpoOLeHTax Tepputopuit Boarapum u npeactaButb MUHUCTEPCTBY
3/,paBOOXpaHEHUA CMUCOK 1 800 Ye/I0BEK - BK/OYAA KaK MaLMEeHTOB C HETPYA0CNOCOOHOCTBIO, TaK
M UX MApTHEPOB, POACTBEHHUKOB U/U A pY3eN.

Moatomy, ObwectBo PC npu3biBaeT BCEX MALMEHTOB U TeX, KTO OKa3blBaeT MM MOAAEPKKY, U
obpalaerca ¢ nNpocbboi MpucaaTb CBOM MEpPCOHAsIbHble AaHHble, BK/OYAaA (0Ka3aTe/IbCTBO
Ha/M4uMA HeTPy[0CnocobHOCTU. DTa MHbOopmauumA ByaeT TakKe MCMNO/b30BaHa A/1A CO34aHuA
pernctpa PC v mnacteHmm.

MHbopmaLmoHHbIN 6roa1eTeHb EBponeickoit MaaTtdopmbl PaccesHHoro Ckaepo3sa (EMPC):
Cobupas ronoca PC Bmecte
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UpaaHAaUA http://www.emsp.org/ireland/
AOCTYNHbI M 0A06peHHbIe IeKapcTBa. KOHKpeTHbIl npumep: HabUKcMMoAbl
Xappwert fowur

UpraHacKaa naymMeHTCKkaA opradmsauma PC cuMtaeT ogHMM 13 CBOMX NMPUOPUTETOB AOCTYMHOCTb U
/IbrOTHOE rno/sy4yeHue npenapatoB AnA nedeHua PC. OTae/ibHble UCC1eA0BaHUA MnpenapaTos,
Mo/ly4aemblX Mo /IbrOTHOM MporpamMmmMe — Takux Kak AnemTysymab, Hataamsymab n PamnpuamnH —
Obl/M npepgcTaB/ieHbl B nepBoM Bbinycke WMHdopmaumoHHoro 6tonneteHa EMNPC. B atom ke
BbiMycke WpaaHackasa opranmsaumAa PC cocpegoTouMT CBOE BHMMaHue Ha  AOCTYNHOCTU
Habukcrmo/10B (BbIMyCKaeTcsa nog TOProBoi mapkoi CaTUMBEKC), peLenTypHOro MeAMLMHCKOro
npenaparta, KOTOPbIM KOPPEeKTUPYeT CBA3aHHbIM ¢ PC CMMNTOM CMNacTUHECKOrO MbILLIEYHOrO
HanpA»KeHWa y nalMeHTOB KOTOpPble, He OTBETWU/IU Ha ApYrue BUAbl 1€4eHUA.

3aperncrpMpoBaHoO, HO HeO0CTYNMHO

Tak Kak OHM cogepxaT KaHHabuHOMA TeTparugpoKaHabuoa, Mnosy4aembli U3 KOHOM/M,
Habnkcumol noTpeboBaM M3MEHEHMA 3aKOHOAATe/IbCTBAa A8  BO3MOMXHOCTM  UX
/MLEH3UPOBAHUA U BbIMUCKU. DTOT NpoLLecc Obl1 3aKOHYEH B Mt0/1e 2014 roaa. OgHako B OKTAGpe
TOro e roga HauuoHanbHbil LleHTp PapmakoskoHoMUKM (NCPE) — KOTOPbIM MPOBOAUT OLLEHKM
MEANLMHCKMX TEeXHO/NOMMIA MOTEHLUMA/NIbHO HOBbIX /IEKAPCTB — BbIMYCTU/1 MTOrOBbIA OTYeET,
PEeKOMEH/AYIOLMIA UCMO/HUTE/IbHBIM OpraHam 34paBooxpaHenus (HSE) prHaHCOBO He BO3MeLLaTb
HabnKcMmo bl No 3aAB/I@HHOM CTOMMOCTMU.

MpoBOAU/NCE U Aa/IbHENLIME NeperoBopbl MeXAy BCEMW 3aMHTEpeCcOBaHHbIMU CTOPOHaMM, HO
OHM He yBEeHYa/MCb YCrexoM: MpernapaTt B HacTodAllee BpemAa HeaocTyneH aaa 60/bHbix PC B
UpaaHaun. HabuMKCMMO/Ibl HeAOCTYMHbI TaKKe U A/IA MOKYMKM YaCTHBIMU /IML@AMU U3-3a 0CODbIX
TpeboBaHUiA K I0MMCTUKE, TPAHCMOPTUPOBKE U XPaHEHMIO.

3awuTa npaBs NayMeHToB

UpnaHgckaa opranusauma PC akKTMBHO MpeanpuHMMaZna LWark B Hanpas/€HWM 3alLMTbl MpaB
MauMeHTOB, Lie/Ibi0 KOTOPbIX Obl/10 NOMbITaTLCA cAenaTb HabUKCMMObl 4OCTYNHBIMKM A1 60/bHBIX
PC Ha ypoBHe cTpaHbl. [1aumeHTCcKasa opraHm3auma gBaxabl nncasa MUHUCTPY 34paBOOXPaHEHUA B
2016 roay, A0OKasbiBaa He0H6X0AMMOCTb AOCTYMHOCTM nNpenapaTa. OHa Takke ocBeTua npobiemy
B Mpecce: npeacTaBnTe/ M naumneHTos ¢ PC nogemamcb CBOMMU UCTOPUAMM O TOM, KaKoe B/IMAHUE
OKasblBaeT Ha HUX HecnocobHocTb mnoayuutb Habukcumosnbel. Kpome Toro, WpraHackas
opranusauma PC Bow/a B KOHTaKT C ¢apMal,eBTUHECKOW KOMMaHWel, KOTopaA MoCTaB/AeT
Habukcnmonbl, 4TO6BI MoOMbITaTbcA  ybeauTb €€ BO306HOBUTL coTpygHuyecTBO ¢ HSE.
OpraHmsauua B HacToAlee BpemA cobupaeT Aa/bHenume cBuaeTe/bcTBa OT 60/bHbIX PC M
n/1aHUpyeT NMoAroToBUTb MOAPOOHBIN NMakeT A4OKYMeHTOB /1A nogayuu B HSE B 2017 rogy.

MpnaHackasa opranmsauma PC npuriawaer Apyrux YneHoB EMPC noge/nTbcA CBOMM OMbITOM —
€C/IM TaKOBOW UMeeTCA — MO 3alLMTe NpaB NaLMEeHTOB Ha nosyyeHne HabMKCMMO/I0B B UX CTpaHax.
Te, KOro 3aMHTEpecoBasa AaHHaA Tema, MOryT CBA3aTbCA ¢ XappueT [ oMr no 3/1eKTPOHHOM noyTe
harrietd@ms-society.ie.

CoznacHo omuyemy ‘CoyuasnbHble 3ampamel Ha PaccesHHbIl cknepo3 8 MpsaHouu 2015° npumepHds
Yyuc/eHHOCMb hayueHmos ¢ PC, npowusarowux 8 cmpaHe, cOCMas/as/1d HA MOM MOMEHM OKO/10
9 000 Ye/108ek.

MHbopmaLmoHHbIN 6roa1eTeHb EBponeickoit MaaTtdopmbl PaccesHHoro Ckaepo3sa (EMPC):
Cobupas ronoca PC Bmecte
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MosbLua http://www.emsp.org/poland/
Peabuantauusa yepes cnopt. Uctopusa PC.
MwuneHa TpoAHOBCKa

B 2015 rogy A npobexana mapadoH. 3To 6bl/10 CNycTA No4YTM 8 /IeT noc/ie TOro, Kak y MeHs
MOABW/IUCH NepBble cuMnToMbl PC. MeHA 30ByT Mu/ieHa, M BOT MOA UCTOPUA.

OnbIT 2015 roga NOMOr MHe MOHATb, YTO A XO4Yy NoAAEPXKUBATb Apyrux Atoger ¢ PCB Mosblue. Tak,
B NMPOLL/IOM ro4y A opranusoBana PC-Besno-nyTewecTsme. 310 6bi/10 nepBoe cobbiTve nogobHoro
poda Ha HaUMOHa/ZbLHOM YpoBHe. Hac 6bl/10 20 y4aCTHMKOB, M BMeCTe Mbl Mpoexa/sM Ha
Besiocunegax 6osiee 300 KW/IOMETPOB 33 CeMb AHel OT ABFycToBa A0 XaHOBKM — 3TO
Yype3Bbl4alHO XKMBOMUCHbIE Yro/Ku Mo/blwn. Ha Bcto opraHusaumio notpeboBasnocs MHOIO YCUAWIA,
3aTo 6bl/10 Beceso.

Ha ¢pomo: MuseHa TposiHoscKa (nuyHell apxus)

EkegHeBHasA nporpamma

Ho gaBaiiTe HauHem cHavazna. MHOro /1eT Hasag, gymas o peabuantaumu npu PC, A npegctasasana
cebAa B 3ane MO/HOM CMOPTUBHONO OOOPYAOBaHMA M 4YacamMu, OTMEpPAWMMU Bpems,
npegHasHayYeHHoe A/19 MOMX YnpaxKHeHUH, nog HabaogeHnem Bpada /IPK B 6e101 CnopTUBHOM
opexae. Ho onbIT %u3Hu ¢ PC Hay4ma MeHsA, 4TO peabuautaumsa — 3TO HeYTo ropasgo 6osbluee.
3TO He TO/IbKO /LB BU3UT B CMELMa/IM3UPOBaHHYIO K/AMHUKY U ABe Heae/n CopT3asa B TedeHue
roga — T.H. MporpaMma peabuamrtaumu, onadusaemasn Mosabckum HaumoHasibHbeiM ®oHaoM. Teny
Yye/i0BEKa C XPOHUYECKOoM 60/1e3Hb0 ANA TOro, 4YTOObl OCTaBaTbCA B Hau/ydllel Ppuanyeckom
dopme, TpebyeTcAa NOCTOAHHO NPU/IAraTb YCU/IUA U €XKeAHEBHO YNPaXKHATHCA.

‘MpaBu/bHbI’ 6er

TakXke A paHblle cyuTana, 4To Her — 3TO He ChnopT ANA /0AEeN, KUBYLIMX C HEeU3/Ne4nmon
60/1€3Hbt0. HO 0aHaxAbl A CAy/Aa Mbl/b C MOEW CMOPTUBHOM 00yBM M OTMPaBK/AACh Pa3MATb HOTW.
Co MHOMI Dbl/IM NogAeprKKa npegaHHoro MHe npodeccuoHanbHoro Bpaya /1IPK u ke/saHue HayvaTb
npaBu/bHYO nporpammy peabwamntaumum npu PC. A Gerana HeCKO/IbKO pas B Hegesto,
npeoso/aeBan pas/nyHble AUCTaHUMKU. TTOTOM A y3Hazna o rpynne 6eryHoB B MOEM ropoge, u A

MHbopmaLmoHHbIN 6roa1eTeHb EBponeickoit MaaTtdopmbl PaccesHHoro Ckaepo3sa (EMPC):
Cobupas ronoca PC Bmecte
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BCTPETW/1ACh C HUMU. OHM OKa3a/IMCb MOTPACAOLLUMMU AH0ABMU, KOTOPbIE MPOTAHY/IN PYKY APYKObl
¥ MOMOT/IM MHE HE CBEPHYTb Ha MyTW K KOHEYHOM Lie/In: MOKOpeHue MapadoHa (42 Km).

Bo Bpems NogroToBKM K MapadoHy A CTas/1a Yallle NoKUAATb CBOW A0M, CTa/1a NMUTATbLCA Pery/apHO
Donee 340pOBOM NULLEN U CBOEBPEMEHHO NMPOXOAMU/IA MEAMLMHCKME OCMOTPbl. Moe Ke/naHue
feratb TaKKe MOMOraso MHe 0o/blue 0o6WaTbCA M ObITb YacTblo 0OLLecTBa. A MOCTOAHHO
BCTPeYasiacb C HOBbIMU /IIOAbMU U 3aBOAMAA C HUMK ApPYKOY. Mbl Ae/ninucb CBOUMMU /IMYHBIMU
peKopaaMu Ha Tpacce 1 BMeCTe N/IaHMPOBa/IM HalllM Noc/1eAytoLLne MapLUpyThl.

Ha ¢pomo: BesocunedHsilimyp ‘Jazda z SM’ (apxus MuseHsl TposiHo8cKo)

yﬂ,OBOIIbCTBMe oT peaGM/IMTaU'MM

Mo mepe TOro, Kak MoA /M060Bb K CNOPTY M peabu/uTaumMu CTaHOBW/IACh BCE cu/ibHee, A
MoYyBCTBOBa/a NOTPEOHOCTb pasaennTb eé ¢ Apyrumu. A Havazna 6210r 1 CTana UCKaTb CNOHCOPOB,
KOTOpble noMor/iv 66l MHe 6eraTb, a Takke cobupaTtb geHbr Ha Hy»abl PC. 3TO CTas0 XOpoLuum
Ha4aszioM B 3awuTe npaB nauyueHToB ¢ PC. Yepe3 HekoTOopoe BpemMsa A pacluMpusia CBOH
AEeATe/NbHOCTb U BK/IKOUMAA B Heé U e34y Ha Besocunege. BoT Tak M NOABUACA 7-AHEBHbIN
Be/IoCUNeAHbIM Typ. Y Hero Takxe 6bl10 nogxopgduiee HassaHuue: "Jazda z SM" (koTopoe
nepeBoautca Kak u "Egem ¢ PC", Tak u "PC, yxoan!"). C NOMOLLbIO NO/IbCKOWM OBLLLeCTBEHHOM
opranmsaumm PC A naaHUpyro OpraHu3oBaTtb elé 6o/blie BenocurnegHblX TypoB. Bcem Ham
BMeCTe HYXHO A0Kas3aTb: npexpae Bcero — peabusutauma npu PC MoxKeT npuHOCUTL 6o/bluoe
yA,0BO/IbCTBUE.

Monewa se15emca 00HOU U3 CMPAH C CAMBIM BbICOKUM Ko/u4yecmsom 60/bHbiX PC 8 Espone,
Komopoe npub/usume/IbHO oyeHU8demcs Mexoy 45 000 U 55 000 Ye/108€kK.

MHbopmaLmoHHbIN 6roa1eTeHb EBponeickoit MaaTtdopmbl PaccesHHoro Ckaepo3sa (EMPC):
Cobupas ronoca PC Bmecte
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MopTyranua http://www.emsp.org/portugal/
CoBpemeHHas peabuautaums npm PC
MOPC

Moptyrasbckaa  Opranusauma PC  (MOPC) naaHuMpyeT nepemMecTuTb, paclMpuTb WU
MO/EPHMU3UPOBATb EAMHCTBEHHbIM peabu/IMTaUMOHHbIA  LEeHTp B CTpaHe, AeWCTBYHOLWMIA
WCK/IIOYUTE/IbHO A/1A D0/IbHbIX pacCeAHHbIM CK/1epo30M. Bce paboTbl A0/1KHbI 3aKOHYMTbCA K
KOHLy 2017 roga.

Helpo-peabuanTaumoHHblii LeHTp ana 6PC B /luccaboHe paboTtaeT ¢ 2004 roaa, npeasaras
crneuuasM3vpoBaHHyto nomolub. [MOPC HamepeBaeTcA OTPEMOHTUMPOBATbL COCeAHee 3/aHve U
nepemMecTuTb BeCb LEHTP TyAa. DTO NPUBEAST K Y/NyHLEHUIO YC/I0BUIM TPyAad M PaCLUMPEHUIO
TEXHUYECKUX CpeacTB. KpomMe Toro, CTaHeT BO3MOXHbIM YBe/IMYEHUE LTaTa COTPYAHUKOB.

MeuTa cTaHOBUTCA P€a/ibHOCTbIO

Bor, 4Tto roBopuT 0 npoekte «MeyTa cTaHOBUTCA peasibHOCTbIO» BULe-npe3ngeHT MOPC, CycaHa
[poTacwmo:

“Tekywue nsowadu U MexHU4YecKue B03MOMHOCMU UeHMpd O4YeBUOHO HEe CNpasasa/ucb ¢
pacmyujum Yuciom oel, CmpemMawuxca no/syyumes 8 HEM peabuaumdyuro, d makme
NpO@eCCUOHA/NbHYIO Nepeno0d20moBKyY U /1020NedUYECKy 0 NOMOUb.

Omo - 8axHAA yeb 0417 HAc 8 2017 200y. Mel 6yoem 8 cOCMOAHUU NOMOYb 6O/IbLUEMY KO/IUYecmsy
60/16HbIX PC U 11005IM, CMpadarowum Opy2uMu Heepo/102u4eckumu paccmpotlicmeamu”.

locnoxa lNpoTacmo yKkasana, 4To HOBbIV LieHTp ByaeT B COCTOAHMU MPUHMMATB 40 200 MaLUMEeHTOB
eXeMeCA4YHO, 3TO B /Ba pa3a Bbllle ero TeKYLMX BO3MOXHOCTel. Kpome TOro, OH cTaHet
AOCTYNEH M0AAM C APYTMMU HEBPO/OrMYeCKMMU 60/1e3HAMM, TaKUMK Kak 60/s1e3Hb Asblreiimepa,
60/1e3Hb [MapKkrMHCOHa 1 6oKoBOM ammnoTpoduyeckuit cknepos (BAC).

Ha ¢pomo: KaposuHa Podpuzes, spay /IPK, nomozaem 8 mpeHuposke 60/1bHol PC (apxus [TOPC)

40 000 €BPO A/1A «}KU3HEHHbIX» QYHKLMUMN

MHbopmaLmoHHbIN 6roa1eTeHb EBponeickoit MaaTtdopmbl PaccesHHoro Ckaepo3sa (EMPC):
Cobupas ronoca PC Bmecte
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Kak okugaetcs, obwme 3atpatbl 6yAayT B palioHe 40 000 eBpo. Ho TO, 4TO 06peTyT 3aechb
60/bHble — BecueHHO. Pocapuo Bappeiipo nocewana /IMcCaboHCKUIA LeHTP B TeYeHUE 12 /1eT U
FOBOPUT, YTO OH AAET ropaspao 60/blue, YeM ApYrue MeToabl edeHus PC:

“Omom ueHmMp MU3HEHHO HEO6X0OUM 0418 BOCCMAHOB/EHUS HEKOMOPbIX QYHKUUU mMoe20 med,
nomomy umo /eKkapcms camux no cebe HedoCcmMamouHo. PeabusumauyuoHHble Meponpusmus
NnomMo2dI0om MHe eweoHesHO. A ewé MHe Hpdsumcsa npuesxdams ctodd, NOMOMYy Ymo cOmMpyOHUKU
8bIC/TyWIUBAOM MOU NPO6/1eMbl, N02080PAM CO MHOU U CMAHOBMCA MHE 6/1U3KUMU /1H00bMU.

Bpems, nposedeHHoe 30ecb, umeem 0418 MeEHA O2POMHOE 3HayeHue. MHe OuyeHb nomozdem
gesnocuned. PaHbwe s He mMoz21a ddame Kpymumb nedanu. Celiudc me s yyscmsyto cebs 20pasdo
Ayywie. A cHOBA HABUPAD MbBIWEYHYIO MACCY, CHUMWAIO NOPO2 YMOM/ISEMOCMU U MPEHUPYHO CB8OH0
8bIHOC/IUBOCMb”.

Ha ¢pomo: ®amuma Pyuso, 1020ned 80 8pems 00H020 u3 3aHsmuli (apxus SPEM)

«3TO feN1aeT MeHs CHaCT/IMBOW»

AHa /lana nocelyaeT LEeHTP He TaK A40/ro — TO/IbKO B Te4eHUe YeTblpex MecCALEeB, HO FOBOPUT, YTO
ynpaxKHeHWA U OKPYKeHUe yke cae/anmn eé 60/1ee cHacT/MBbIM Ye/10BEKOM:

“DTo NnomoraeT MHe C nepe/aBuKeHMEM, @ B MOE Te/10 NPUHOCUT 60/blle KoMdopTa. ITO TaKKe
XOpOLUasA NpUYMHA A7 BbIXOAA U3 AO0MA. PaHblue A BbIHYKgeHa Obl/1a NPOBOAWTL BCE MOM AHU Ha
AvBaHe. Ho Tenepb A 3aMeTW/1Ia YBe/IMUYEHWE CBOEM BbIHOC/IMBOCTM U y/ydlleHue paBHoBecus. A
elé, HUKTO MEeHs 34eCb He XKaseeT”.

MopTyrasbckaa opranm3auma PC cmorsa cobpatb 60/bllyt0 4acTb geHer HeobxoauMmblX A/1A
HOBOro peabu/MTALMOHHOrO LieHTpa nocpeacTBoM ¢paHgparisvHra. M B HacTosALlLee Bpems OHa
BeAeT NneperoBopbl Ha HALMOHA/IbHOM U €BPOMeiCcKOM ypPOBHE OTHOCUTE/IbHO A,0MO/IHUTE/IBHOMO
duHaHCMpOBaHUA.

CoznacHo c Amaacy PC 2013, 8 lTopmyzanuu npomwcusaem 6 500 60/1bHbIX PC.

MHbopmaLmoHHbIN 6roa1eTeHb EBponeickoit MaaTtdopmbl PaccesHHoro Ckaepo3sa (EMPC):
Cobupas ronoca PC Bmecte


https://www.msif.org/about-us/advocacy/atlas/

Smse

EUROPEAN
MULTIPLE SCLEROSIS
PLATFORM

Pecny6/1ka MosgoBa http://www.emsp.org/moldova/
HeT KOCTbi/Iel — HET 1 IbroT BUTBa 3a MHBA/MAHOCTD
AnvHa BepbHu

ECTb MHOrO CpasKeHuli, KoTopble Be4yT 60/IbHble pacCesHHbIM CKAepo30oM. B MoagoBe oguH 13
CaMbIX C/I0XHbIX 60eB An1Aa 6PC BO3HMKaeT M3-3a €/1ab6OCTM 3aKOHOAATE/NbCTBA B 06/1aCTH
MHBA/IMAHOCTU. 3akOH N260 OT 30 mMapTa 2012 roga OrpaHuMYMBaeT AOCTYNn K nocobuam mno
WHBA/IMAHOCTHM, TaK Kak B HEM HeT ynomuHaHusa o PC cpeau HapylleHWI 340pOBbs, KOTOPble
MO3BO/IAKOT  FOCYyAapCTBY  OLEHWTb  YPOBEHb  WMHBA/AMAHOCTH, 6ByAydMm  HeobBXoAMMBbIM
npeABapuTEe/IbHbIM YC/10BUEM.

CneAcTBMEM 3TOrO 3aKOHa ABAAETCA TO, YTO 6o/bHble ¢ pemuTTUpylowmm PC (PPC) He moryT
CYMTATbCA WMHBA/MAAMM, €C/IM OHM He UMEIOT (PU3UYECKMX MPU3HAKOB MHBA/ZMAHOCTH, Bonee
XapaKTepHbIX AaA nporpeccuBHbix ¢opm PC. A Begb camble 4acTble cumnTombl  PPC
XapaKTepu3yloTCA creumaamnctamm Kak "HeBugumble". OHM BK/IHOYAKOT YCTa/NO0CTb, KOTHUTUBHbIE
HapyLueHus 1 60/b.

"HactoAwme" 60sbHble PC — noXxanyncTa, BCTaHbTe.
L, y y

Mpobaembl Ha 3TOM He 3aKaH4MBalTCA. Te 6PC, KOTOpble MPOXOAAT 3KCMEpPTU3Y Ha npegmeT
WHBA/IMAHOCTYM, CTA/IKMBAIOTCA C €lle OAHUM TMpenATCTBMEeM. 3aKOoH TpebyeT exerogHoro
BHECEHMA A0MO/IHEHUIN B /IMHHOE A0Cbe MO UHBA/IMAHOCTU. He 40CTaTOYHO ONMMPaACh Ha 3HaHWA O
PC, He npuHMMaeTcA BO BHMMaHWE TO, YTO CerogHA — 3TO Hewusneunmmoe 3aboneBaHue. Ha
MPaKTMKe 3TO MOXeT O3Ha4yaTb OrpoMHble o4epeau B 60/bHUUE. O4eHb 4HacTo /oAU C
OrpaHWYeHHbIMU PU3NHECKMMU BO3MOMKHOCTAMU AO/KHbI CTOATbL MO YeTblpe 4Yaca B OXUAAHWUU
BCTPEYM C BPA4YOM.

"Ham Hy)eH 60/1€ee rmMOKuiA 3aKOH, KOTOPbIM M03BOAMA 6bl 60/bHBIM PC MpoONTH 3KCnepTusy
WHBA/IMAHOCTM HE3aBMCUMO OT TOro, HaxOAATCA /M OHM B PaHHEN WM MO3AHEN CTaawu
3abo0/1eBaHMA. Ha gaHHbIA MOMEHT CUTYaLMIO MOXHO OMMCaTb TaK: HET KOCTbliel — He byaeT u
NbroT", roBOpUT NpesungeHT obLLecTBa pacceaHHOro ckaeposa Mosgosbl (OPCM) AnvHa Bep6bHu.

MoTpebHOCTL B UHPOPMaL K

AsvHa BepbHu gobasaser, yto 6PC B Mo/g0Be MOryT M3B/eYb MO/Ib3Y M3 KaMMaHui Mo
MHOOPMMPOBaHMIO OBLLLECTBEHHOCTM O 40CTYyrNe K MOCOBUAM MO MHBaMAHOCTU:

"Hekomopble U3 HeddsHO OUAZHOCMUPOBAHHLIX OdXe He 3HAm, Yymo OHuU Moz2ym npolmu
aKCcnepmusy UH8d/sUOHOCMU U mpebosamb coomeemcmsyowux nocobull, He 2080ps yice 0 Mom,
umobbl uMmems npedcmas/ieHue 0 HeobX00UMbIX KOHKpemHbIX delicmeusx 8 xo0e 3moz0 hpoueccd.
AonosnHumesnsHbiM pewieHuem smol Npob/1embl Moz 66l cmame UHPOpMayuoHHeIl yeHmp PC".

B Pecnybsvke MoagoBa nocobua no UHBaIMAHOCTM BK/IIOHAIOT AEHEXKHYI0 CYMMY, PacCYUTaHHYHO
U3 A/IMTE/IbHOCTU paboyero cTaxa u broTbl Ha Npoesy, B 0OLeCTBEHHOM TPaHCnopTe.

Io oyeHkam OPCM 8 cmpaHe npoxcusarom 60/1ee 1000 Ye/108€K C PACCESHHBIM CK/1EPO30M.
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Poccus http://www.emsp.org/russia/
Peabuantauma PC, cemeiiHasa nporpamma
Maeen 31061H

DTO pacckas 0 CTPOUTE/IbCTBE U AeATe/IbHOCTHU LieHTpa ceMeiHol peabuauTaumm npu PC. 3710
TaKXe UCTopMA 00 YCU/IMAX, B/IOXKEHHBIX MECTHBIMM M HALMOHA/IbHBIMW OPraHU3aLMAMU
naumeHToB B Poccuu, 4ToObI NOCTPOUTDL 3TOT LEHTP 4/1A 60/IbHbIX pacCeAHHbIM CK/1€PO30M U
APYyrvmu 3a60/1eBaHUAMM.

KaKk MeguuMHCKas, Tak M HeMeAMLMHCKAA peabuimtanum o4eHb BaxkHbl 417 60/1bHbIX pacCeAHHbIM
CK/1epO30M U APYrMMU XPOHUYECKMMU 3ab0/1eBaHmAMU. Oba BuAa peabuaMTtaumm nomoratot
MOCTPaZaBLUMM OT 60/1€3HM KOHTPO/IMPOBATb CBOE COCTOAHUE U CMOCOBCTBYIOT UX COLMA/IbHOM
MHTerpauuu. Takasa peabuamtauma 40/1XKHa CTaTb OObIYHOM NMPAKTUKOM.

He 3a6biBaiiTe 0 cembax

PeabuauTayma TakKe f40/13KHa OblTb BCECTOPOHHEN: OHa A,0/1:KHa ObITb Hanpas/1eHa He TO/IbKO Ha
TeX, KTO HeMoCpeACTBEHHO NOTepAa pusmdeckmne GyHKLUM, HO U Ha TeX, KTO OLLYTW/A 3TO bpema
KOCBEHHO. B 0cO6eHHOCTM 3TO aKTya/IbHO A/1A ceMel naumeHTos ¢ PC. K TakoOMy BbiBOAY B 2007
roay npuwin aktueucTel OOOUBPC B Camape. Mmu Bblam 3awwmTHML@ npae 6PC CBeT/1aHa
[opoHKoBa — no3gHee oHa ctaHeT YesoBekom Mupa ¢ PC 2013 roga — u Oner UnaTtos, gupexkTop
MHGOPMaLMOHHBIX TexHO/10rMi OOOUBPC. OHM Hava/iM pa3BUBaTL UAEHO U N/1AaHMPOBATb
CTPOUTE/IbCTBO LieHTpa ceMeiHol peabuamtauum. Co BpeMeHem UM YA3/10Ch MPUB/IEYb K MPOEKTY
COIO3HUKOB — YeTblpe gpyrne opraHn3auymn UHBaAUAOB.

B TakoMm «TaHgeme» OHU NPOABUrav et CO34aHUA LEeHTPa Ha PerMoHa/sibHOM ypoBHe. OgHUM
M3 Ba*KHbIX apryMeHTOB B 06CYyKaeHMAX Obl/10 TO, YTO LLeHTP 00/1erymT Harpy3Ky Ha opraHbl
34paBooXpaHeHuA. TakKe OHU He 3abbiBa/IM O CBOE NepBOHAYa/IbHOM Uaee: NogaeprKKka ceMbu.

®omo: 3aHamus 8 Pocculickom peabusumayuoHHom yeHmpe PC (OOOMBPC)

PeabuiutayMoHHasA Koaamuus

Co BpemMeHeM 3TOT n/1aH obpeTasn nogpobHOCTH: LeHTPY TpeboBaMChb N10LWaaM A4 pa3meLLeHus
COLMA/IbHBIX pabOTHMKOB, 3aHATUI MO GU3KY/ILTYPE U ABYX KOMMbBIOTEPHbIX K/1aCCOB.
HacTon4unBoCTb U YCHU/IMA aKTUBUCTOB Ha NMPOTAXKEHUU 2008-2013 IT. NpuHec/1n ycnexwu. Bbino
Bbl4Ee/1eHO NMOMELLEHME MN/10LLaAb0 360 M’, @ TaKsKe NpUB/IeHeHbl GUHAHCLI M 060pYyA0BaHKeE Ha
obLwyto cymmy 135 000 eBpo.

HakoHeL, B 2013 rogy peabuanTaLMoHHbIN LLeHTPp OTKpbl/icA. CerogHsa Tam NpoBOAATCA pas/InyHble

MepOonpUATUA MeAULUHCKOM, CoLMaibHOM, 06pa3oBaTe/IbHOM, NCMXO/10MUHECKON U
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¢M3Ky/‘|bTypHOl7l HanpaB/A€HHOCTHU. npOBOAMMble 34€Cb TPEHUHIN OXBATbIBAKOT CaMOMNMOMOLLb U
CAMOKOHTPO/1b, HAaBbIKK 06IJ.|IeHI/IFl, nopegeHune B 06I.Ll,eCTBe, d TaKXe MeTOoAbl ObITOBOM
aganTtauuu. LI,eHTp BMecCTe C TEM Npu/iaraeT yCu/11a 4/19 peeHna OTA4e/1bHbIX BONPOCOB, TAKUX,
KaK y/yvileHune yC/lOBVIl;I KU3HN.

®omo: meponpusmue 8 Pocculickom peabunumayuoHHom ueHmpe PC (OOOUBPC)

HeMHOro cTaTucTuKM 3a 2015 rog: LieHTp nposes 12 «LLUKo/ A1A NauueHTOoB», 15 NCUXO/I0MMYECKUX
TPEHUHroB, 60/1ee 120 My3blKa/IbHO-TepaneBTUHECKUX CEaHCOB U 3aHATUI MO NMPUKIAAHOMY
TBOPYECTBY, A TAK}KE OKO/I0 25 TEMATUYECKMX MEPONPUATUM. 34€Cb MOXKHO MO3HATb ACMEKTbI
MOBCEAHEBHOM XKM3HU, YTO MO/IOKMUTE/IbHO OTPAKA/NOCh HA MALMEHTAX U UX ceMbAX. LleHTp
npogo/ikaeT paboTaTtb M MOMOraTh nayueHTam.

Yucn10 60/1bHbIX PACCeAHHbIM CK/1€pO30M 8 Poccuu cocmasnsem npumepHo 150 000.

MUcnaHus http://www.emsp.org/member/esclerosis-multiple-espana/
3anyuieHa UHTepHeT-niatpopma Pu3nyeckas akTMBHOCTb npu PC
CaHagpa PepHaHgec

McnaHckasa nauueHTckasa opranusauua PC (MOPC) nomectnaa B MHTepHeTe CBOKO MOMY/APHYHO
Mnaatpopmy ana Mpopgsukenna dPusmyeckor AKTMBHOCTM npu PC c uenbto goctudb 6onee
LUIMPOKOro OXBaTa ayAMTOPUM BOB/IEYEHHBIX PabOTHWMKOB 3apaBooxpaHeHuA. OBHapogoBaHMe
OH/1aMH-BEpCUM NPOom30LL/0 18 geKabpa 2016 roga, 3HaMeHyA npasgHoBaHue HaunoHanbHOro [HnA
PaccesHHOro ckneposa.

AOoCTyNHOCTb MY/IbTUAUCLUMNI/IMHAPHOM 6pUragbl

Mnratpopma Obina cosgaHa B MIOHe 2015 roga AlAa TOro, 4Tobbl MOMOYL  CreuuaIMcTam
34,paBOOXpaHeHna obecrevmBaTb ONTUMA/IbHBIM NoA60p GU3MYECKON aKTUBHOCTU A/1A OO/bHbIX
PC B COOTBETCTBUM C MX BO3MOMKHOCTAMM U CcTaguelt 3aboneBaHna. 3Ta UHMLMATMBA Hanpas/ieHa
Ha crneLuaaMcToB, paboTaroLMX, B YaCTHOCTH, B peabuantaumMoHHbIX LeHTpax. O4HWM U3 r/1aBHbIX
NpMOpUTETOB  ABAAETCA  obecrneyeHWe  Ha4ya/bHOM  MOAFOTOBKM  Tak  HasblBaembliM
MY/IbTUAUCUMIMHAPHBIM Bpuragam (Bpauu /IOK, meacecTpsl, coumasbHble paboTHUKU U T.4.),
YTOObl C MX MOMOLLBIO Y/AYULMTb KAYeCcTBO XM3HWM 60/bHbIXx PC. MpoeKT ocyliecTsaseTcA B
COTPYAHMYECTBe C KOMMaHuel-napTHepom «Sanofi Genzymen».
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PROMOCION DE LA

ACTIVIDAD FiSICA EN

Ha ¢pomo: Apxus MOPC

B cooTtBeTCTBUM C OXNA4aHUAMU

Mununatmea MOPC coOTBETCTBYeT HampaB/eHUIO MO/MTUKM B 06/1acTW  34paBOOXpaHEHUs,
KOTOpaA Bce 60/blle COCpeAoTaqMBaeTCA Ha cucTemMax NpOPUAAKTUMKU. MHMLMATMBA TaKKe
MCMo/Ib3yeT MoC/eAHNe HayyHble MOATBEPKACHUA MO/OXKUTE/IBHOrO 3PPeKTa Pr3nyecKon
aKTUBHOCTU. Kpome TOro, naatpopma COOTBETCTBYET OXMAAHMAM 60/bHbIX PC, KOTOpbIE Camu
CTAHOBATCA 3KCMepTamMuM B MPOBEAEHUMU HEeOBXOAMMbIX MEpPOMpPUATUI B OTHOLLEHUM UX
CaMOYYBCTBMA, U OCO3HAOT HEOBXOAUMOCTb aKTUBU3UPOBATL (U3MYECKMEe Harpysku. 3amyck
n1aTPOpMbl OTparKaeT ee KOMI/IEKCHBbIM MOAXO4: OH COCTOA/ICA BO BpPeMs BCTPEYM MeXKAay
cneumanamctamu, pabotatowmmu ¢ 6PC, Kyaa bbiam Takke npuraawleHsl u camu 6PC. MeponpuATtue
noceTMIM U ABa MU3BECTHbIX 4esroBeKa - A-p Padasnb Appoio, 3asegytowmii Kapeapow
HeBpo/sorum 60/1bHULBI YHMBepcuTeTa KBuMpoHcanyg Maapwmga, u cnoptcvmeH ¢ PC PamoH Appoiio,
M3BECTHbIM 3aLLMTHUK npas 6PC.

Kak ato paboTaet

Maatdopma cobupaer, a NOTOM AAUTCA CNeLMaIM3MPOBaAHHbIM OMbITOM B 06/1acTu ne4ebHoM
bU3KY/IbTYpbl, MCUXO/0MMK, MUTaHWA W TMOBEAEHWA Mpu 340pOBOM 0Opase »KU3HU. ITO
cnocobcTByeT paboTe MHOXeCTBa pecypcoB, PYKOBOACTB, @ TakXke pas/IMyHbIX CNeLuasncToB u3
HaLMOHA/IbHbIX M MeKAYHAapOAHbIX opraHusaumii PC. 3auHTepecoBaBLluMeca naatpopmon MoryT
y3HaTb H6osbLIe Ha http://actividadfisica.esclerosismultiple.com (pecypc Ha UcMaHCKOM fA3biKe).

B coomesemcmsuu ¢ Amaacom PC 8 Hacmosuwee spems 8 MicnaHuu npoxcusarom 46 000 Yen08ek ¢
PC.
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KocoBso
Kak MHe mocTaBu/IM 1MarH03 paccesiHHbI ckjepo3: “S Gosicst, YTO 3TO paKk”
/136uHOT flemu

MeHsa 30ByT /136MHOT emu. *KrBy A B KOCOBO 1 B 2015 rogy MHe NOCTaBU/IN AMUArHO3 pacCeAHHbIN
CK/1epo3. Ho nepBble CMMMNTOMbI, KOTOPbl€ MOXHO OTHeCTH K PC A Havas oTmevaTb € 2013 roga. U
BOT MOA UCTOPUA.

Monavany, cBon cumnTombl PC A npunuceiBan cTpeccy. A 6b1/1 Npe3ngeHTOM /yHliero B ropoge
¢$yT602bHOrO KAyHa PK Kocosa Bywtppu, kKoTopaa Bbivrpana Cynep /lury Kocoso B 2014 rogy.
O4HOBpPEMEeHHO A YNpaB/A/l MapKeTUHIOBOW C/1yk60i, B KOTOpoM paboTtano 6osee 40 YenoBek. A
ywesn us kayba n n3baem/ca OT CTPeccoBbIX GaKTOPOB, HO MPOLL/IO COBCEM HEMHOIO BPEMEHMU, U A
Ha4yan 60ATbCA, YTO ¥ MeHA 6bla pak. A ucnbiTbiBan 6011 B Naxy, U A Obl1 yBepeH, YTO CO MHOM
MPOUCXOAUT YTO-TO He TO.

«XyALwasa HOYb MOEM XKU3HN»

B aBrycte 2014 roga A cTan OTUOM, HO B TOT Be€4Yep A HE MOr pagoBaTbCA. A mounnca KPOBbHO.
BmecTo TOro, 4YTOObI CTATb /'ly‘-lLlJel‘/Jl HOYbLO MOe KNU3HU, 3Ta HOYb OKa3a/1aCb XyALIJEl‘/’I.

A nocetun 6onee £EeCATU YPO/I0roB y ceba B PEernoHe u 3a npegenamun CTtpaHbl, HO HE NOAy4uAa
OKOHYaTe/IbHOro oTBeTa. Y MeHA pa3BuU/1MCb TpeEBOra U Aenpeccus. A 6bl He cnpaBu/1CcA O4UH, HO
MHE O4Y€Hb NoBe3/10, YTO MOA X€eHa OKa3a/la MHe O4Y€Hb 60/1bLLIyI-O noAAepKKY. A Hayan nosyyaTb
/leyeHune, HO BCé PaBHO yCTa/10CTb HE NpOXoAu/ia.

Ha pomo: /136urom Aemu (nuuHbIl apxus)
Bor u goktop Google

B ceHTAGpe 2015 roga A Ha4yan CTpagaTb OT 3aTAMHbIX rO/N0BHbIX 60/nei. Bnepsble A wux
MOYyBCTBOBaZ B MMU/IGHCKOM MeTpPO, M TOrga A MpPeAno/ioNW/A, YTO 3TO HOPMAa/ZbHO AAA
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Nnog3emMHoro nyTewecTsuA. BoT ToAbKO OHM He ucyesanun. Mo Bo3BpaweHun B TpULITUHY A
HaKOHeL-TO MoLle/l Ha KOHCY/bTauuilo K HEBPO/IOry, KOTOPbIM pexkomeHaoBasn npontn MPT.
Pagumosior ckasan MHe O KaKMX-TO o4arax, HO MHe He FrOBOpW/IM AMarHo3a 40 C/1eAyroLLero AHA.
Houb nepes nocTaHoBKOM auarHo3a 6bl1a 6eccoHHOM: A Bblwea B MHTEpPHET U y3Ha/l O TOM, YTO
cywectsyer 60/see 1000 TUMOB PaKoOBbIX 3ab0/1€BaHWM, BbI3bIBAIOWMX HEBPO/IOrMYECKUe
caumnToMbl. Ha cnegyownii geHb A BbIHYXAeH Obla mpoBecTn ewé 2 4yaca OXuAaHuA B
HEBPO/IOrMYECKOM OTAE/IeHUM, TMPEeXAe HYeM AOKTOp HaKOHel, CKas3asl MHe, 4TO 3TO 6bia
pacceAHHbIN CK1epos.

Takum obpasom, A nepeLén ot Mo/MTB K bory ¢ npocb60oi 0 ToM, 4TOObI Y MeHsA He Bbl10 paKa, K
TOMY, 4TOObI CTaTb /Ny4WMM APYrom AokTopa Google, KOTOpbIi MHOroe MHe pacckasan o PC.
Mocsne 3TOro A NMOCeTU/ HECKO/IbKO MeAMUMHCKMX LeHTpoB B MakegoHuu, Cepbumn, Kocoso,
UTannuu un gpyrux cTpaHax.

Accoumaumsn

A KOHCY/bTMPOBanCA C APYrMMM HeBposoramu u npoxogaun MPT ewé detbipe pasa. Bpauu
CKa3a/M MHe, YTO A He 06A3aH Ha4YMHATb TEPaNUIO HEMe//1eHHO, TaK KaK y MeHA OTMeYa/ICA TO/IbKO
O/ MH Ma/sleHbKUM aKTUBHbIM ovar. CUMMTOMbI TaKKe CTa/In HecrnokouTb pexe.

enaAa noBbICUTb 0OCBeAOM/IEHHOCTb 06 3TOM 3aboseBaHuM, B 2016 rogy A OCHOBa/
HauuoHanbHyto Accoumaumio PacceAHHOro ckzieposa. Lesnb coctoAna B TOM, 4TOObI cObpaThb
BMeCTe /Ilogel, UMeLWMX OAHY U Ty Xe npobaemy.  Hayan C TOro, YTO MOMOraa Apyrum
uHpopMaLmelt U HEKOTOPbIMUM NpenapaTamMmu. f Takxke c/1yLan TexX, KOMy AMarHo3 Obi/1 NoCcTaB/1eH
paHbLue, Yem MHe. Mbl BCTpeyaich YeTbipe pasa 3a nepsble WecTb MecALEeB B TOM Yncie u 44
TOro, 4tob6bl OTMETUTE MexayHapoaHbii [eHb PC. B HacToAwee Bpema Accoumauma pa3poc/iach
M COCTOUT U3 20 Ye/sioBeK. Haweil uesnbto Ha Baunkaliee Oyayliee ABAAETCA NpUcoednHeEHUe K
MeXAyHapoaHbIM 06beanHeHuam n naatpopmam PC.

YT1o KacaeTcA MeHs, NpoAo/1Kaa paboTaTb, A M3MeHU/A CBOM 06pas »Ku3Hu. A nrpato B ¢yT601 TpH
pasa B Hege/1to, C/1eXKY 32 CBOMM PaLMOHOM MUTAHUA, U KaXAbIM AeHb A Y3Hat0 4TO-TO HoBOoe O PC.
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