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BbBeageHune
Ckvnu usneHose Ha Egponelickomo obwecmso Ha hayueHmu ¢ MC,

[Tpedcmasame Bu nvpgomo usdaHue Ha 6t01emuHa Ha YneHoseme Ha Esponetickama nnamdopma
3d MHOMECMBEHd CK/epo3d, YUemo U320mesHe CMAdHd 8B3MOMHO 6/1dz200dpeHuUe Hd 02poMHAMd
nodkpena Ha MC obwecmsama e Egpona.

Ocemme cmamuu, KOUMO we npoyememe, ce PoKycupdm 8bpxy d0cmsna 00 /ie4eHue Ha hayuemu
¢ MC u Opyau cebp3aHu memu.

Cmamuume gK/04Y8AM npezned Hd cumyayuume 8 pds/ZUYHU CMPdHU, KOUmMO OeMoHCmpupam
006puU paboMHU OMHOWEHUS, KAMO CbUWEBPEeMEeHHO 00KA38am CU/AAMA HA 3dCMBNHUYECM8omo npu
MC

BrosiemuH®sm e Ha4yuH 0d 06eduHUM ycuaussma cu. Mckame 0a 06e0UHUM pA3/UYHUME 2/1dCO8€e Ha
xopama ¢ MC 8 Egpona!

Lenma Ha Hacmoswama nybaukayus e 0a nhokawce K0aKo 0obpe momwem Od pabomum 3dedHo 8
npecseds8dHe HA HAWdAmad obwd ue/: N0-BUCOKO KAYecmeo Hd #usom 3d xopd, wuseeuwu ¢ MC u
Hadseame ce 8 He MHO20 0d/e4HO bvoewe — wcugom 6e3 MC.

Kak moxce Hawusm 6r01emuH da 8u nomozHe?

Ha n®pso macmo, mowmeme Oa ce cewvpmeme ¢ Egponelickomo MC Obuwecmso, Koemo Hue
npedcmasnseame.

[lpuopumem au e docmosnsm 00 30pdsHaA 2pudd U pabomHu mecma 3d Bac? Tyk momeme Oa
Hamepume akmyd/iHd UHPOpMAYUs, KOSMO 0mz0o8dps NOHe Ha eOUH om Bawume npuopumemul.

Ha smopo macmo, moxeme 0d nosy4yume uau cnodessme HaspeMeHHd UHPOPMAyus 3a OCHOBHUME
pazsumus Ha Egsponelickama apeHa 8 061acmma Ha MC.

Mmame au HywOa Oa nosyyume noseye u no-00bpd UHPOPMAYUA 3d MHOMECMBEHAMA CK/1epo3a?
Tosa e eduH 0ocmosepeH u MawdbeH KaHan.

Ha mpemo mscmo, moxeme Od nos/auseme NO/0MUMENHO HA Wusomad Hd xopd ¢ MC, koumo
wusesm 8 Opyau Yyacmu Ha Egpona.

BroseTuH Ha Y1eHoBeTe Ha EBponelickaTa naatpopma 3a MHOXKECTBEHa CK/iepo3a: a 06egmuHum
rnacoseTte Ha MC
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Ycnsaxme nu da s8veedeme MC pezucmosp uiu 0d cb30ddeme yeHmpose 3d pexabusiumayus 3d Xxopd ¢
MQC? 3awo O0a He cnodenume Ha MC obwiecmsama 6 Opyau CMpPAHU KAK Cme 20 nocmuzHdau?
Esponelickama naam¢opma 3a MHomecmseHd ckaepo3d (EMSP) mowe O0d Bu nomozHe Od
cnodesnume 0obpume npakmukxu 8 Egpona.

BrosemuHsm e yacm om Hawamd HACKOPO /AdHCUPdHA Mpewcd 3d KOMYHUKAUus C 4Y/eHoseme
(Membership Communications Network), Kosmo e omeopeHd 3a 8cu4Ku 4Ys1eHose Ha EMSP.

3anosHatime ce ¢ 6f0ﬂemUHG, pdsnpocmpaHeme 20 U ce cebpieme ¢ Hac. Hue wje Bu U3C/1yLUGM€.'

EMSP Cekpemapuam

17 OKmomspu 2016

Bbarapus http://www.emsp.org/member/ms-foundation-bulgaria/

Mpernea Ha cuTyayusaTa c 1e4yeHneTo Ha MC: cTaTUCTUKA U
npeausBuUKaTe/ICTBA

Ot AaHunena LLukosa

/ledeHneTO Ha MHOKeCTBeHa CK/1IEpPO3a B E'b/ll'apMFI MMa ABa r/1aBHM acnekTa — UMyHOMOAY/1Inpalla
TEpPaANMA U CMMNTOMATUYHO /1I€4HEHUE.

Obwusm 6poli xopd, KOUMO cd N00/10MEHU Hd mepanus 8 MOMeHmd, Habposaad 2,351. B bvszapus
uma mexcdy 5,000 U 7,000 Yosekd, wugeewu ¢ MC.

2,117 naumMeHTa npuemaT MMyHOMOAy/MpalliaTa Tepanusa, KOATO ce peumbypcupa usLAno OT
HauunoHasHaTta 3gpaBHOOCUIypUTEe/IHa Kaca'.

OcTtaHaz/mTe naumeHTM ¢ MC pasuuTaT Ha pexabuautaumsa UM HYacTMYHO Ha CUMMTOMATUYHO
NeyeHune. TO3un TvM fledeHne ce penmbypcupa Mexay 50-100% OT AbprKaBaTa.

CHUMKa:

EMSP’s Under Pressure project

www.underpressureproject.org

Pexabuaurtauus

MaumeHtTuTe ¢ MC UMaT NpPaBOTO HAa ABe MOCELLEeHUA B pexabu/IMTauUMOHEH LEHTBbP FOAMLLHO,
KaKTO M Hama/ieHa LieHa 3a NnoceLleHne B paMKUTe Ha 10 AHM BCAKA FOAMHA — T.HAP. ,,/1€K PeXUM
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B BEb/rapma uma orpaHuyeH 6poii pexabu/MTauMoHHU LLleHTPOBE, HO TOBA He 3aTPyAHABA A0CTbMNA
Ha nauneHTuTe ¢ MC, Thil KaTO He CbLLEeCTBYBAT MPEYKM NpM NpeAnMCBaAHETO Ha pexabuantauma 3a
MauMeHTUTe 1 No/lyYaBaHe Ha CrneLmasiHa LeHa Ha yc1yraTta u peumbypcaums.

Heob6xoaumocT oT HaumnoHaseH MC peructsp

BcAKa rognHa MHOXeCTBeHaTa CK/1ep0o3a ce AMarHoCTULMpa r/1aBHO NP M/13AM Xopa MexXay 30 U1
34 roauHu, Kato 3abonAaBaHeTo Npeob1agaBa Npu XKeHuTe.

CbLiecTByBawmTe gaHHM 3a xopata ¢ MC B Bb/arapua ce pas/imMyaBaT M Ca [/1aBHO Ha XapTus.
Br/toueHUTe MHAMKATOPM Ca pas3/MyHM 3a BCAKa 6osHMUA M He ca obeguHeHu B eauHHA 6asa
AaHHU. TOBa BOAM A0 HEBB3MOXHOCT OT TOYHO npebposnBaHe Ha xopata ¢ MC B cTpaHaTa.

Kato 3ak/toveHMe MOXKeM Aa KaxeM, Ye UMA Ha/jeKalla HyXA4a OT Cb34aBaHeTo Ha eAWHeH
€/1eKTPOHEH perucTbp Ha nayueHTute ¢ MC B Bb/arapums.

" M3mMoYHUK: HayuoHasHa 30pasHOOCURypume/iHa Kacd

AaHua: http://www.emsp.org/member/scleroseforeningen/
Heka aa norosopum 3a MC. UHTepBIO C HEBpPO/IOr:

» TPAOBa ga MoXKem ga NOMOrHeM Ha MHO3MHCTBOTO nauyueHTn”
Ot MnuTtbp KpncreHceH

AaTtckoTo MC O6LecTBO Ny6/1MKyBa HOBO NMPOY4YBaHe 3a MHOXXECTBEHA CK/1ep03a, KOeTO COo4M, ve
14% OT aHKeTUPAHUTE CTPaAAT OT OCTpa 60/1Ka BCEKM A eH UM C NPeKbCBaHWA, A0KaTO 32% CTpajaT
OT ymepeHa 607/1Ka.

EAMH OT aHKeTUpaHuTe e 48-roaniuHnaT lopte pasraapg oT MeauHr, maako rpaade B [avua. T
TBbPAM, Ye 60/1KaTa e ro/IAMa YacT OT HEMHUA KMBOT.

,,B0/1KaAMa e 02pOMHa U 8/1UsiE HA BCUYKO 8 WUBOMA MU. MMa OHU, KO2amo e0UHCMBEHOMO Heujo,
Koemo mozad 0d npass, e 0a ceds Ha cmo/l. Hukoza He 3Ham Kdk we ce cbbyos U scudkume mu
dH2d@UMeHmMuU cd 8 puck om ommsHa.

bo/kaTa e CcMMNTOM Ha MHOeCTBEHaTa CK/1ep03a U B HUKAKBbB C/1y4al He e enmageMuyHa B aHuAa.
ToBa Hakapa fJaTtckoTo MC O6LecTBO ga cnoge/ v UHTEPBIO CbC CNeLuaauncT no Temarta, C
HagerKpaaTa, Ye ToBa Le 6bae B M0/13a Ha XopaTa, xkueeely ¢ MC B EBpona.

MHTepBIOMPaHUAT ce Ka3Ba XeHpUK boi AHceH, HeBpo/1or B KAMHMKATa 338 MHOXKeCTBEHA CK/1epo3a
KbM YHUBepcuTeTCcKa 60Huua OgeHce.
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lFopelyaTa neyka

Taka HapeyeHaTa HeBpoO/loNaTUYHA 60/1Ka ce NPUYMHABA OT YBpeXdaHe Ha HePB, KOeTO €
cneundmyHo 3a MC.

,,b0/1KAMa e Kamo cuzHas 3a ondcHocm, KOUMo mu Ka3ed, Ye mpabed 0d MaxHewW pvkamad cu om
neykama. Ho yepem0daHemo Hd Heped 03HA4dsd, Ye e 8b3MOMCHO 0d Ce NOSBSM Ouje CU2HA/U 3d
60/1Ka uau Ye cuzHasume 3d 60/1Ka ca hogpedeHu.*

B cayyait Ha nosBa Ha 60/1Kka npu MC, HAMa ropeLya reyka, Ho xopara ycewaTt abcoNtoTHO peasiHa
60/1Ka, Ka3Ba XeHpUK AHCeH.

Bo/KkaTa e Kato HepaBeH NbT

,»,[Ipedcmaseme cu Yyecmsomo Ha 60/1Kd KAMO HepdseH NvM, 3d NpemMuHdeame npe3 Kolimo we su
e Heo6xodum 2041am Oxcun. JokocedHemo om Opyad CmpdHA e Kamo Yyucma mdzucmpand.

YapewcdaHemo Ha Heped npu HaKou xopd ¢ MC 03Hayaed, Ye onpede/sieHu CmuMy/u, Koumo c/1e08d
0d 6v0am peaucmpupaHu om oce3dHUemo, 8CbUHOCM Ce pezucmpupdm om 4y8cmeomo Hd 60/1Kd
8Mecmo moed.

Bcnukm Manku Koam, KOUTo e TpAbBaso ga wodupar no MarncTpasara, ce OKasBa, Ye Tpabsa aa
ce CcbCTe3aBaT Mo HepaBHMA MbT, Ka3Ba XeHPUK AHCEH.

CrnpaBsHe C OYaKBaHUATA

,,HeKa ga ocTaHeM B TasM CLeHa C MbTULLLATA U Ko/uTe. He Mora ga npemaxHa nbTs, Mo KOMTO
KapaT Ko/MTe, HO MOra Aa 3aTBOPA BXOAOBETE HA MbTA 32 HAKOU OT KO/IMTE, Ka3Ba XeHPUK fAHCEH,
a UIMEHHO, Ye /IeKapCTBaTa PsAAKO MOraT 4a HakapaT HeBponaTuyHaTa 60/1Ka Aa n3dvesHe.

HeBpo/iorsT 06ACHABA, Ye TOM Ce ONUTBA Aa KOPUrMPa O4YAKBAHUATA HA HErOBUTE MALMEHTH MO
onpege/ieH HauuH:

,,C4UMam 3a ycnex, ako ycnes 0a npemaxHa 60/1kama npu moume nayueHmu ¢ MC, HO ako He Mozd
0d 2u Hakapam da paszbepam, ye ue/smd e 0d ce npemdaxHe no/s08UHAMa 60/1Kkd, mozdsd me wie
610am pd3o4dposaHU dko ysadama 60/1kd He usye3sd. Emo 3amoesa suHazu ce onumeam 0a HandcHa
mexHuUme o4YakedaHus ¢ moume.*

5
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boskaTta e BbMpPOC Ha TbpneHue

Mma pPa3/indHnN BUAOBE Z1I€KAPCTBA, KOUTO Aa MOMOIHAT Ha NMauMeHTUTEe C MHOXeCTBEHA CK/1e€p03a,
KOUTO U3NMUTBAT 60/1Ka, HO /Ie4eHUeTOo Ha Bo/1KaTa e 4ecTo BBbMpPOC Ha TbPNEHNE KAKTO OT CTPaHa
Ha nauneHTa, Taka 1 OT AOKTOpa.

,;OBUKHOBEHO OMWUTBAM MbPBO C €A4MH OT CTapuTe aHTUAENPECAHTH, ThI KaTo Ce 13Mo/13Ba MHOIO
u gelicTBa 4obpe npuy 30% OT nauneHTMTe. AKO He NoAEeNCTBa, MMaM MHOIO APYru Ha4uuHW.“,
£,06aBA XeHpUK AHCEH.

EpuKacHOCT 1 cTpaHu4HM edeKTH

MpeanvcanunaTa 3a 60/1KaTa M3NCKBAT KO/1abopaumA MexXay HEBPO/I03U, CECTPU U NALMUEHTH, KaTo
CbLLLECTBYBA U PUCK OT CTPaHUYHM edpeKTU. Cnopes XeHpUK AHCEH, HAMAa CbMHEHHne, Ye
MHO3MHCTBOTO MaLMeHTH C HeBporaTuyHa 60/1Ka TpAbBa ga Morat ga no/yvart MmeauumHCKa
MOMOLLL:

,» BUHd2U e 8BNpOC HA UHOUBUOYA/THA OUEHKA C KAKBO Mouce Od ¥ugee nayueHmsm, K02amo cmasd
Oyma 33d CmMpdHUYHU epekmu. He moxem 0a nomozHeM Hd 8CUYKU ndyueHmu, Ho mpabead da
MOMeM 0d NOMOHEM Hd MHO3UHCmMeomo.*

Cnoped MexcdyHapoOHama ¢edepayus 3a MHOMecmeseHda cknepo3sd (MSIF), 0ko/10 13 000 YoseKa 8
mMomeHma wuseam ¢ MC 8 AaHus.

MpaaHausa http://www.emsp.org/member/ms-society-of-ireland/

TPYAHMFIT MbT KbM nNpegnucaHne u pEMM6pr3U,MFI Ha /1IEKapCTBa 3a
MHOXECTBEHAa CK/1EpPO3a

Ot Xapwert flonr

MpnaHgckoTo MC O6LecTBO MnuLLe 33 HeCTO YC/10’)KHEHUA NPOoLLeC Ha NpeanucaHme 1
permbypcaumsa Ha HOBU Tepanuu 3a Xopa, xuseelun ¢ MC B cTpaHaTa.

damnpuanH

/lekapcTBOTO 6e€ npeAoCTaBeHo OT M3Mmb/HWUTe/IHaTa 34paBHa cay»ba (Health Service Executive
(HSE) npe3 oKTOMBpM 2015 I. Ha Xopa ¢ MC, KOUTO OTrOBapAT Ha T.HAP. ,,responder protocol”.
ToBa ce oTHacA 40 Habop OT KPUTEPUM 1 TECTOBE, Le/IALLM A4a ONpeae/AaT 4a/M NaUUeHTbT
OTroBapA Ha AeNCTBUETO Ha paMnpuamnH.

HacToAawmAT npouec BK/OYBa TECTOBE 332 MOOU/IHOCT 1 6bOpeyHa dpyHKLUA, oc/1e4BaHU OT
rpeanucaHusa 3a nepuog oT 2 40 4 ceamuun. Cleg ToBa TecToBeTe e 6baaT NPU/IOXKEHN OTHOBO.
XoparTa, npu KouTo ce HabatogaBa 20% v noseye nogobpeHne Ha MOBUAHOCTTa, Lie noay4aT
penmbypcupaH oT HSE damnpuauH.

M'bpBOHAYa/IHO € MMA/I0 MHOFO 3aTPYAHEHWA B CMCTeMaTa, Ab/KallM ce Ha paKTa, ye
MeXaHW3M BT Ha T.Hap. ,,responder basis” e BbBegeH Ha HaLMOHa/IHO HMBO.
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MC UpaaHama ce cpelHaam CbC pbKOBOAHUTE cay»kuTem B HSE, 3a 42 06CbaAT Te3u TPYAHOCTH,
KaTo cMcTemaTa B MOMeHTa paboTu Ha npuHUmMna ,,Bvnpocu u otroBopu , ¢ Len ga 3anosHae
Xopara c npotueca.

AnemTty3ymab u Hatannsymab

KoraTto HSE 04,06pu penmbypcauuaTa Ha npoAyKTH, KOUTO Ce npeasiarat B 60/HULUTe, Hanpumep
ABeTe 1eKapCTBa, CNOMeHaTu no-rope, 60/HULATa MMa OTFOBOPHOCT Aa M OCUIYpH, B C/lyHait ve
ca npeAnucaHu.

B MOMeHTa He CblecTBYBa HaLMOHa/IHa CMCTEMA 3a GMHAHCMPaHe Ha Te3u /1IeKapCTBa, KOUTO ca ce
MoABW/IM Ha NMasapa npes U3MUHA/IOTO AeceTuieTHE.

MC MpnaHaua no3HaBa MHOrO MpUMepH, B KOMTO BO/THMULM ca OTKasa M UM OFpaHMYUAM 40CTbNA
£,0 /le4eHune, 3a Aa CNecTAT cpeacTBa. ToBa 03Ha4aBa, Ye AOCTbIbT 40 /1Ie4eHne 3aBUCKU OT TOBA
Kbge XuBeAT naumeHtTute ¢ MC 1 Koa 60/HULA noceLasar.

AocTbn A0 AeKapcTBa

HPQB U3MUHA/INTE HAKO/IKO roguHu MC Mp/’laHﬂ,VlH Ce 3aCTbMNn 3a Cb34aBaAHETO Ha HAalUMOHA/IHa
rapaHTUpaHa cUMcTtema 3a (l)MHaHCleaHe Ha T€3U NeKapcTBa. I'IperOBopMTe Nno TeémMaTa B MOMEHTa
TeKar.

Cuen ga ce nogobpu pasbrpaHeTo 1 4oCTbMa A0 /eveHme Ha xopa ¢ MC, npe3 AsrycT 2015 r. MC
MpnaHama nyb6amKyBa KHura - Access to Medicines Campaign Handbook.

Cnoped MewcdyHapoOHama ¢edepayus 3a MHOMecmaeHd cknepo3d (MSIF), 0k0/10 7000 YyoseKa 8
momeHma ywcusesm ¢ MC 8 Upaarous.

Moawa http://www.emsp.org/member/polskie-towarzystowo-stwardnienia-rozsianego/

MpeogonaBaHe Ha npeusgukaTencTBaTa npea peumbypcaymara
OT1 MapTa XKaHTo4

AocTbnbT g0 /seveHne 3a xopa ¢ MC B lNo/wa HUKOra He e 6u/ ACeH, KaTo BMHArM e Umasno
TPYAHOCT Npu no/y4aBaHe Ha peuMbypcMpaHu /1IekapcTBa OT HaLMOHa/iHaTa 34paBHa cucTema.

B MomeHTa nma gee peuMbypCHM Mporpamu - 3a 1e4eHne Mbpea U BTOPa /IMHMA.

/le4yeHneTo OT MbpBa /IMHUA € 3a NPUCTBNHO-peMmuTeHTHa MC. HAma orpaHmnyeHune 3a Bb3pacT U
BpeMe, KOeTO rapaHTMpa AoCTbna, CTura ga € epeKTuBeH 3a nauueHTta. [porpamarta BK/IOYBaA:
uHtepdepoH beTa, rnatmpamep auerar, nermHtepdepoH 6eta u dymapaTt gUuMeTuA.
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B'beaCTOBM 1 BpeMmeBU OrpaHnYeHus

/le4yeHneTo BTOpPA /IMHUA Tapretupa nporpecvpawiata MC 1 06MKHOBEHO cCe mnpw/aara, Korato
/IeKapCTBaTa MO MbPBA /IMHUA HAMAT Ke/laHnA edeKT. B To3u c1yyalt xopata ¢ MC morat ga 6baat
/leKyBaHu ¢ GUHrOIMMOgZ, M HAaTaM3ymab.

3a CbrKa/zleHMe Te3n HauMHM Ha /IeHeHne Ca OrpaHMYEHU 3a MePUOZ OT 5 FOAUHM 33 BCEKM MALUEHT,
AOPU KOraTo Te MOKa3BaT TMO/IOKUTE/IeH pe3yaTaT. Te 3aBWUCAT CbLO Taka OT Bb3pacTTa —
nauMeHTu 40 18-TOAULLHA Bb3PACT HAMAT A4OCTbN A0 TAX.

HOBOTO MOKO/IeHMe /fieKapCTBa KaTo asnemMTy3ymab u TepudayHOMUA Ca HaB/e3/M Ha MO/ICKUA
nasap, HO He ce MOKPUBAT OT 34paBHaTa cUcTeMa.

EdeKTMBHO 3aCTbNHUYECTBO

B Moswa peumbypcHuTe nporpamu 3a MC ca ce NMpPOMEHA/N MOCTOAHHO MNpe3 roAuHWUTE, HO
6narogapeHve Ha 3acTbMHUYECKUTE TPYNU U Lie/IeHAacOYeHU MOUTULM, NMPOMAHATa 3ano4Ba Aa
BBbPBU B 406pa nocoka.

Hanpumep npeau ABe roguHu, npeAun oCbLLeCTBABAHETO HA MHTEH3UBEH Ny6/IM4eH HAaTUCK OT
CTPpaHa Ha rpyna akTUBUCTH, IeYEHMETO MO MbPBA /IMHUA Be OrpaHMYeHo A0 5 roauHu. MNpes 2015
r., Bb3pacToBaTa rpaHULLA 3a /Ie4eHre OT MbPBa /IMHUA CbLLO e NoBuLLEeHa, MO3BO/IABANKM Ha
AeLla OT BCMYKM Bb3PACTH 4a U3MN0/A3BaT UHTEPDEPOH U r1aTupamep auerar.

OcBeH TOBa, OT t0/M 2016 T. ABE AOMDb/HUTE/IHU /fIeKapcTBa — nernHTepdepoH 6eTa U gumMeTUA
dymapaT ca CTaHa/M Ha/MYHM KaTO YacT OT /le4eHue OT MbpBa /MHMA. ToBa pelleHue 6e
nocpeLyHaTo C oTBOpeHu 06ATMA oT MNMosckoTo MC O6LecTBO M HeroBuTe Noc/a1eA0BaTe/ M, KaTo
npesAusBMKa U MHOIO APYrU NO/I0XUTE/IHU peaKkLmu.

8
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MpegcToALmM CTBbHKU

leHepanHUAT cekpeTap Ha Moackoto MC ObwecTtBo, Magdalena Fac-Skhirtladze, ka3Ba, ye nbTAT
KBM e4Ha 3340BO/INTE/Ha penmbypcHa cUcTema e Ab/Tbr:

,,Bce owe uma ozpaHuyeHus 8 docmena 00 seyeHue 3a MC Hd HAYUOHA/HO HUgo. Xopama ¢ MC ce
usnpassm nped mMHo20 6dpuepu. HedocmamsyHUmMe GUHAHCOBU pecypcu 03HA4dedm, Ye MHO20 Om
Hawume nayueHmu mpa6ea da Yakam, 3a 0d no/y4dm sekapcmeaamad, Om Koumo ce Hyx#dasm®.

Mma Hakou pezuoHu 6 MNoawd, Ksdemo 8pememo 3a YdKaHe 3d peumbypcupaHe Ha 1eKkapcmeo cmuad
00 2 200uHu. Tpsbea 0a pewum mo3u npobsem, msl KaMo spememo e 8axceH pakmop 3da Xxopamd c
MC.

CoW0 MAKa He cMe CU2ypHU KAk Npu/id2aHemo Hd HOBU /1eKdpcmed Wie CmdHe Hd NPAKMUKd U KO/IKO
napu we nosy4yam 60/1HUYUMe 3d hpoueca Ha peumbypcayus.‘

Moawa uma Hali-2019mMomo HacesneHue om xopd ¢ MC 8 Espona, memdy 45 000 U 55 000 Y08€eKd.

McnaHua http://www.emsp.org/member/asociacion-espanola-de-esclerosis-multiple-aedem-cocemfe/

,»,KaK ce Hayuux Aa KuBes C nporpecusaTa Ha 3aboasaBaHeTo?”’
Ot Akomo CaHTtamapTa bapan

Ha 31 rognHu cbm B MOMeHTa 1 6Ax gnarHoctuumpan ¢ MC npes 2007 r. B Ha4an0To HAMax uaen
KaKBO O3Ha4aBa ,,MHOXeCTBeHa CK/1epo3a‘‘ n HAMax NpeaCcTaBa 3a N0C/1eACTBMATA Ha 6osecTTa.

BcbLHOCT BApBaM, 4e TOBaA € Hal-TPyAHOTO Helwo: Aa XuBeell 6e3 43 3Haell KakBO T ce C/1y4Ba
M KaK ga ce CrpaBuLL C TOBa.

MbpBUTE MM CUMMTOMU CE MOABUXA MPE3 2004 I'., KOraTo paboTMX KaTO CEPBUTLOP, AOKATO YUUX
MpaBo. Mimax ABa NpUCTBMA M CUMNTOMUTE BK/IFOUYBAXa ABOMHO 3pEHUE U ycelllaHe Ha YOoxKagaHe ¢
WIr/IK MO A,0/1HaTa YacT Ha KpaKkaTa. ToraBa 4Opu He CU NMOMUC/IUX 4a OTUAA Ha /1eKap. Muciux, ye
TOBA € NPOCTO U3TOLLEHUE UK CTPecC.
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KoraTo Hai-Hakpasa 0TUA0X Ha /IeKap U No/y4nx AuarHosaTa cu, 6elle My npernopbyaHo 4a
3ano4Ha sie4eHne BegHara. /1IeKkapaT MU gasae YeTUPU NOAXOAALLM OMNLMU U MU Aaje
HeobxopguMmaTa Hpopmaumsa, 3a 4a Harnpasa U3bop.
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Bpeme 3a npomsaHa?

Cneq KaTo pa3bpax 3a MHOXKeCTBeHaTa CK/1epo3a, b6AX curypeH, ye 60/1ecTTa HAMA Aa NPOMEHM
KMBOTA MU. TaKa Ye Npogb/IKUX C yHYEHUETO CU, BBINPEKM Ye /IeHeHNEeTO Me HarnpaBu No-yMOPEH U
CTaHa No-TpyAHO AOPU Aa nocelllaBaM YacoBeTe, KamMo /M CbLLLO Aa paboTa.

Cneq npoBeAeHU A0Mb/HUTE/IHU aHa/IN3K, IeKapAT MU 3abe/1A3a, Ye /1Ie4eHNeTO B/IMAE Ha YepHUA
MU 4po6 U peLun Aa ro NpoMeHn Ha M1aTupameT aueTaT, KOMTO Npuemax HAKO/IKO FOAUHU U A,0pH
MU MO3BO/IM @ U3KapaM CTYAEHTCKM 0OMeH 3a egHa roguHa B CALL,.

KoraTo ce BbpHax B McnaHusa, pewmx ga ce npemectsa B Maapug, 3a ga cregsam Marnctbp no
MpaBo 3a egHa roAnHA, Th KaTo HAMAX HUKAKBU CUMMTOMM MO TOBa BpemMe. Moxex ga paboTa u
Aa U3KapBaMm f0Mb/IHUTE/IHU CpeACcTBa.

Apyro neyeHne

HPQB nociegHuUTe ABa Mmecela Ha Ta3n rogmuHa 06aqe, 3anoYvHax ga 4yBCTBaM MHOro ymopa, Kato
MMax np06/1ervw1 N CbC 3peHNETOo MU. Otnarax noceLLeHneTo npu n1eKapAa, HO CMUMNTOMUTE CTaHaxXa
TO/IKOBa BHE3arlH, 4e yceTnx 4ye TPHGBa Aa 06sCHsA Ha XOpaTa OKO0/10 MeH KaKBO ce C/1y4Ba. Taka
OTNAOX OTHOBO NpU /IEKApA MU.

[OKTOPBT MU peLUun 4a NPOMEHU /le4eHMeTo MU Ha HaTasm3ymab. ToBa e 1eKapCTBOTO, KOETO BCe
oLLe B3MMaM, Tbi KaTo NacBa Ha MOA MeAULMHCKKU MPOPKA U Ce npu/aara no-71ecHo.

C/ieq KaTo 3aBbpLUMX 0OpPa30BaHMETO CU1, Ce BbPHax 0O6paTHO B POAHUA CU AOM U NMpeKapax 4Be
cegmMuLm B 60/1HMLA. KOraTto me 13nucaxa, Bce oLe ce CnpaBax CbC CUMNTOMUTE, HO UCKAX 43
MPOADB/IXKA A, *KUBEA HOPMA/IEH KUBOT.
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PaboTa u cnpaBsaHe c 6osecTTa

KaHampgaTtcTBax 3a paboTa, Bb3M0/13Baiky ce OT cepTudUKaTa 3a yBpexgaHe, KOWTO Harpasu
HelaTa no-1ecHu. B McnanusA, KOMNaHMUTe No/y4YaBaT AaHbYHU 06/1eKYeHNA aKo HaemaT Xopa ¢
yBpeXaaHus. BAxX ycrneLwHo HaeT B 0Tae/ YOBeLLKU pecypcu.

Kasax nm, ye umam MC owe nbpBuUA g4eH Ha paboTa. bax npemecTeH B oTgen ,,C4eTOBOACTBO
Ma/IKO C/1eq, TOBa.

Cneg nbpBUTE WECT MeceLa B KOMMNaHWATa, 3Haex, Ye TOBa He e Hal-4,00pOoTo HeLlo 3a MeH.
Bbnpeky, ye ce pasgaBax M3LA/10, TOBA HAMALLIE Aa MTPOMEHM NO3ULMATa MU U paboTaTta, KOATO
LWAX A2 NpasA.

Taka, 4ye 3ano4Hax ga npaBA TOBa, KOETO HAUCTUHA Me B/ieYelle — [IpaBo Ha MHTe/eKTya/IHa
cobcTBeHOCT. Cneuuannsnpax To3m BUg NpaBo M CTaHaX a4BoKaT B MicnaHmA, KaTo B CbLLOTO
BPEME YUUX YYXKAN e3ULM.

[Ala npuemeLu npegussBukaTencTsaTta Ha MC

Mpes Te3u neT roAvH1 CbCTOAHMETO MM Ce B/IOLLM, 3aLL,0TO HE MOKEX A3 XOAA Ha AbArM
Pa3CTOAHMA U Tpenepux A4ocTa. [IoHaCToALLeM KOMBUHMPAM BO/HUYHMA OTMYCK C yH4EHETO No
MpaBo, KaTo B CbLLOTO Bpeme CbTpyAHMYA ¢ AcoumaumaTa Ha xopa ¢ MC B MOA rpag, 4,0K0/IKOTO
Mora.

BrXx MOrb/ ga KaKa, 4e CbM KbCMEeT/IMA, Ye UMAxX Bb3MOMKHOCTTA 4a HarnpaBA NPOMeHUTe, OT
KOMTO MMaXx Hy»aa. [porpecnATa Ha 3a60/1ABaHETO He Me Crp#A, HO CbM CUIYPeH, Ye TOBA HAMA
HMLLLO 0610 ¢ M3bopa MM Ha /IeKAPCTBO, a CbC camaTa bosecT.

Cnoped MexcdyHapooHama gedepayus 3a MHOMECMBEHA CK/1ep03d, NOHACMOAWEM OKO/10 46 000
yoseka wuseam c MC 8 UcnaHus.

LLiBeiuapma http://www.emsp.org/member/schweizerische-multiple-sklerose-gesellschaft-9gsmsgo/

MC perucTbp: peluaBaHe Ha K/l040BU 34paBHU Npob/1emu

OT Mapk /lyTy,
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CTaHAAPTHT Ha 34paBeornasBaHe B LUBeliLapua e MHOro BUCOK, @ AOCTBMBT 40 34PaBHU YCIYTU €
rapaHTMpaH 1 MOKPUT OT CUCTeMaTa 3a 3a4b/IKUTE/HO 34PaBHO OCUTypABaHe.

depepasMCTKaTa CTPYKTYpA NOCTaBA NPeAOCTABAHETO U PUHAHCUPAHETO HA 34PaBHU FPUNKU B
pbLeTe Ha 26 KaHTOHA, KaTo MO TO3M HA4YMH Ce OrpaHMYaBa B/IMAHMETO Ha AbprKaBaTa.

Mpo3payHOCTTa 06aye e orpaHM4eHa 1 HAMa U34epraTe/IHU CTaTUCTUHECKU AaHHMU.

OcTaBa HeACHO, Hanpumep, Ko/Ko xopa ¢ MC kuBeAT B LLBenyapuA. F'pyba oueHka oT 10 000 e
MOXe b TBbpAe HM1CKa.

CKOPOLLUHOTO CTapTUpaHe Ha LLBeluapckus perucTbp 3a MHOXKECTBEHA CK/1EPO3a € ro/amMa
CTbMKa KbM CNPaBAHETO C TakMBa Npo6/1eMU U HAMUPAHETO HA OTFOBOPU Ha HEOTTOBOPEHMU
BBNPOCU OTHOCHO A0CTbMA 40 34paBeonasBaHe.

LLIBeiLapCKM perucTbp 3a MHOXECTBEeHa CK/1epo3a’

MeHaxknpaHeTo Ha MHOXeCTBeHaTa CK/1ep03a U3UCKBa akTUBHO BK/IlO4BaHe Ha Xopa ¢ M(,
TEeXHWUTEe CeMeNCTBa U I1edaqn. To M3MCKBA ChLLO TaKa U CbTPYAHUYECTBO MeXAY 34paBHUTE
cneymanuncTm.

B LLIBeliuapma ob6ave nmMa WMPOKO Npm3HaTa Amnca Ha MHGOPMaLUA U BUCOKOKA4YeCTBEHM
A,0Ka3aTe/IcTBa OTHOCHO K/IIOHOBM TEMU KATO: €NnageMUO/0rnA, 4bIF0CPOYHa ePUKACHOCT U
6e30nacHOCT Ha MoanbUuumMpalLm 60/1eCTTa MeaUKaMeHTH, 40CTbI U NPUEMaHe Ha /1e4eHne npu
MG, KaKTO U Hy»/AaTa 1 NpeAnoYMTaHUATA Ha MaLUeHTUTe.

Brarogaperue Ha uHMumatmeata Ha MC ObuecTso LUBeriuapus, LLBeiuapckmuAT perucTsbp 3a
MHOeCTBeHa CK/1epo3a 6e BbBe/eH Ha 25 OHU 2016 T.

HaunoHa/IHOTO NauMeHTCKO Npoy4YBaHe € OTBOPEHO 33 BCUYKM Bb3pacTHM xopa ¢ MC, KouTo
®usenT B LLBeluapua. PerncTbpbT We BRAOYBA Xopa ¢ MC He camo KaTto 06eKTH Ha
U3c/1e4BaHeTo, HO CbLLLO KaTO €KCMNepTh, YMeTO MHEHUE U OMNUT Ce LEHAT.

paxaaHcKa Hayka

LBeiyapckuaT MC peructbp e 6asnpaH Ha NoAX0Aa Ha T.Hap. ,,FpasKAaHCKa HayKka“. HerosuTe
OCHOBHM Lie/In ca:

® 2 Hanpasu OLeHKa Ha pa3npocTpaHeHneTo Ha MC B LLBeiiLapusa 1 ga npocieam
enunaemMuoNorMyHnTe TeHAEHLUM BbB BpEMETO

® [ OUEeHM TexecTTa Ha 6os1ecTTa BbpXy NaLMeHTUTe, TEXHUTE CeMeNCcTBa Uan
Mb/IHOMOLLHULM

e /la ce cb3gase rbBKaBa MHPPACTPYKTYpa U MpeKa, KOATO NO3BO/IABA U Y/1IeCHABA
MHTEPAUCLMN/IMHAPHM U3C/1€4BaHUA.

LLseriuapckMAT MC perucTbp € YHUKa/IHO AOMb/HeHMe Ha LLBeiuapkoTo u EBponeickoTo
Hay4HOM3C/1e40BaTE/ICKO MPOCTPAHCTBO 3apajm HeroBUA MHOBATMBEH AN3aliH U CU/IHO yyacTue OT
CTpaHa Ha xopaTta ¢ MC 1 TeXHUTE POAHUHU B CbOMPAHETO Ha AaHHU U NPOBEXAAHETO Ha
uscsieaBaHuA.

"Pestome Ha: V. von Wyl, N. Steinemann, V. Ajdacic, J. Kuhle, C. Vaney, M. Puhan, C. Lotter, J.
Kesselring. THE SWISS MULTIPLE SCLEROSIS REGISTRY (SMSR): A CITIZEN SCIENCE PLATFORM FOR MS
RESEARCH. 2016.
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O6eAnHEHO KpancTBO
http://www.emsp.org/member/the-multiple-sclerosis-society-of-great-britain-and-northern-ireland/

JleyeHne Ha MC: 4OCTBNBT BCE OLLe /U € /I0TapuUA?

OT AxopaxuHa KAP

Bb3 ocHOBa Ha H6e3npeueaeHTHOTO NpoyyBaHe ,,My MS My Needs* OT 2012-2013, AHI/IMIACKOTO
MC ObLecTBO NpoBeAe BTOPO TakoBa Npoy4BaHe Tasu rogunHa. Noseye oT 11 000 YoBeKa ¢ MC
oTroBopuxa.

MpoyyBaHeTO NMOKasa, Ye A4OCTbMBT 40 MOoAUPUUMpPALLM BolecTTa MeanKameHTH B ObeguHeHOTO
KPa/ICTBO Ce € yBe/IMYM/ 3HAUYMUTE/IHO OT 2013 I'. HAcaM, OT 40 Ha 56%.

lNpeaussukaTencTea

TpeBOXXHATa HOBMHA 0bHaye e, Ye Camo Ha 12% OT aHKETUPAHUTE UM e B/ MPea/IoKEeH MN/1aH 3a
rpuKa, a 16% BAPBAT, 4e 34paBHUTE CreLuaancTu u 6o/sHor/iegaqmTe He paboTAT fo6pe 3aegHO

BbOOLLE.

PasinumnAarta s AO0CTbNa A0 YC/1yrn BCe Ol e CbLLeCTBYBAT B ro/1AMa CTEmNeH.

MputecHeHusa

3arpueHu cMe, Ye ros1AMa 4acT oT xopaTta ¢ MC ca B puCK OT TOBa fa 6bgat 3abpaBeHu oT
HauwnoHasnHaTa 3gpaBHa cutema (NHS).

B A€NCTBUTE/NHOCT, €AUH OT BCEKU AECET, KOUTO MOraT EBEHTYA/IHO Aa Ce Bb3MN0/A3BaT OT
mMoauduumMpamnTe 60/1eCTTa MeAMKAMEHTH, He Ca NOCeLL,aBa/IM MeAULMHCKA CecTpa uau
HEBPO/IOT 33 NepUOZ OT NoBeye OT roguHa. OT Tasu rpyna, camo 12% npuemat moanduumpaLim
BbosecTTa MegMKaMeHTH.

3a pas/iMKa OT TAX, MPW MAaLUEHTUTE, KOUTO Ca MOCETWU/IM KaKTO MeAMULMHCKA CeCTPa, Taka 1
HeBpo/Ior, 73% npuemat Moauduumpalyym 601ecTTa MeguKaMeHTH.

AHramnckoto MC O6LecTBO BAPBA, Ye BCeKU YoBek ¢ MC TpAabBa ga MMa Bb3MOXKHOCT Ha 40CTbIN
4,0 NPaBU/HOTO /1e4eHne, 6e3 3Ha4YeHMe Kb/e KuBee.
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MoBeye MHPOPMALMA MOXKETE A3 BUAUTE B MPOYUBAHETO HA C/I€AHUSA /IUHK:
https://www.mssociety.org.uk/accesslottery.

Cnoped Me0yHapoOHama edepauus 3a MHO¥eCmseHd CK/1epo3d, UMd OKO/10 100 000 Y0B8eKd,
wuseewu ¢ MC 8 06e0UHEHOMO Kpad/cmeo.

PymbHUA http://www.centrulsmile.ro/

»AOCTBBT AO /ZIe4eHUe He TPAGBa ga 6bAe BbNPOC Ha KbemeT*
Ot CraHka lMoTpa

CmATam cebe e 3a KbCMeTnIKa. MMam KbCmeTa, Ye 6Ax guarHocTuumparna ¢ MC TBbpge paHo,
3a Aa ce cumnTa 3a KAMHWUYHO M3/10/MpaH cuHAPOM. C/yun ce c/ie MabK ONTUYEH HEBPUT.

3ano4yHax e4yeHune gBa Mmecela cied AnarHo3aTa n Hamax MRI mogudukauma 3a nepuog ot 4
rOAMHU, KOETO 3HauK, Ye TepanuaTa, Koeto npuemam (MHTepdepoH 6eTa -1a) Moxke 6U geiicTBa
npu MeH. AKO KuBeexTe B PyMbHUA, LLAXTE ga pa3bepeTe KO/IKO MHOIO 3Ha4M TOBa.

Moxe ga cme yneH Ha EC, HO HalWMAT CTaHAaPT Ha /1edeHne Ha naumeHTn ¢ MC e gazned nog
CTaHgapTmTe Ha Cblo3a.

Mma 0Ko0/10 10 000 AyLn, gnarHoctuumpadm ¢ MC B PymbHUA, HO caMO 3 000 Mo/1y4aBarT /1e4eHue,
KaTO XWUAAN APYTU KUBEAT CbC CbCTOAHUETO CU FOAMHU Hapey, HO BCe OLLe He Ca MONY4YnIn
npasu/iHaTa AnarHosa.

[l0 MMHanaTa rogmHa, caMo orpaHuyeH 6poi xopa UMaxa A40CTBI A0 /1eHeHne , Ypes T.Hap.
HauunoHanHa nporpama.

Bes nykc 3a naymeHtute ¢ MC B PymbHUA

MoHacToAwem, HauuoHasHaTa nporpama € OTBOPEHa 3a BCUYKM PYMBHCKM naumeHTn ¢ MC, koeTo
HanCTUHA e CTbIMKa Hanpe4. MHoro xopa ¢ MC obaye He morart ga ce gobepat go lporpamara nam
nopaau co6CTBEHOTO CM HEe3HaHMeE, UM NOPaAM FPELLHO Bb3NPUeTU UAen NO OTHOLLEHWE Ha
/1l@4EHNETO , U/IM NPOCTO 3al,0TO UM € OTKa3aHo.
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OT oTBapAHeTO Ha [porpamaTta, 6poAT Ce YBe/IM4M C HAKO/IKO CTOTUH YOBEKA, AOKATO XWU/SAMU BCe
OlLLe YaKaT 4a 6bA4aT BKAKOYEHU UM ga 6baaT NPaBUIHO AUArHOCTULMPAHM.

KaKTo cnomeHax, MMax ro/iaim KbCMeT ga 6bga BK/ItOYeHa B [porpamMarta Masiko c/eg AMarHosarta
U aa My 6bae NpeanucaHa Tepanms, KOATO MU 4EMCTBA U KOATO € Ha/IMYHa B CTpaHara.

[Aa 6bgeww naymeHT ¢ MC B PyMbHMA He TH AaBa /1lyKca ga CMEHALL TepPanum WU 4a U3UCKBaLL
TOYHO Omnpeje/eHa Tepanus, KOATO CMATaTE 3a NO-NOAX0AALLA 32 BaweTo cbcTosHMe (BBNpEKH,
Yye /le4eHMEeTO MoXKe Aa 6bae NPOMEHEHO C/1eq, U3BECTHO BPeMe, B C/1yHall Ye ce OKaxKe
HeaseKBaTHO).

B MomeHTa, B KOITO B/1e3HeTe B [Iporpamara, 6a3supaiikv ce Ha OCTpOTaTa Ha CbCTOAHMETO, BUE
no/sy4aBaTe Ui MHTepdepoH, raTumep aueTaTt uan Hataamsymab neppysma KaTo BTOpa /IMHUA
/le4eHne, ako T.Hap MbpBa /IMHUA Ce NPOBaM.

l'lpe,a,nmcaHmeTo 3aBUCU OT I-(ommcmma, KOATO BU € BK/1KOYK/1a B I'IporparvlaTa, OCTaBANKMK
naynMeHTUTE, KakTo U HEBPO/103UTE 6e3 HUKaKBO BAUSHMKE.

He moe Aa HanpasuTe MHGOPMMUPAHO peLleHne 3a TOBA KaK 4a Ce CNpaBuTe CbC CbCTOAHMETO CH,
He MOeTe fa Bb3pa3uTe 3a Ha3HayeHaTa Tepanua U 40P 43 MOXKeTe, HAMaTe MHOro M36op.

KakBo Hocu 6bgeleTo

Mpes 2017 r., HauMoHasHaTa Nporpama Lue BK/0YBa MbpBaTa opasHa Tepanus 3a MC,
Tepud/yHOMMA, KOETO € OLLLe e4HA Ma/IKa CTbIKA Harped.

I'IporperT € He3Ha4YnUTEe/1€H B CpaBHEHNE C MEANULNHCKUTE NOCTUKEHNA B obnactra.

[loKkaTo noBeyeTo EBpONenCcKM A4bprKaBu ce Bb3M0/13BaT OT HOBOPa3paboTeHU Tepanuu KaTo
ammeTun dymapat, PUHroAmMmog 1 anemTy3ymab, nepcneKkTuBaTa g4a ce BK/IoYaT B HaumMoHaHaTa
nporpamMa B PyMbHUA U3r/1ex4a MHOrO Aa/leyHa.

M poKaTo NpaBuTe/ICTBOTO pasbepe, Ye pa3xo4bT 3a /IeHeHUE BUHAMM e MO-MabK OT pa3xo/a 3a
CoLMa/IHa rpUxKa M NOoAKpena, MHOro noeeye xopa ¢ MC e 6b4aT B NO3MUMA 43 Ce€ MO/AT 3a Tasu
¢$V1HaHCOBa NogKpena BMeCTO A4a AONPUHACAT 33 MPOAYKTUBHOCTTA Ha AbprKaBaTa.

AKO MMa Helo, KOeTOo MOXKe Aa 61>,a,e HanpaBeHO, 3a Aa NOB/IMAE Ha NPOrpeCMpaHETO Ha HallaTa
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MHOYeCTBEHA CK/1ep033, Aa HM 3anasu No-34paBu M aKTUBHU 3a NO-4b/ro, TPABBaA Aa 3aCTaHeM
3ae4HO M 43 M3UCKaMe PaBEH AOCTbI A0 /1e4eHMe 33 BCUYKU EBPONENCKM rpaxaaHu.

Ho aa, ronAma KbCMeT/NniMKa CbM 43 NpUeMam Tepanus, KOATO MU AeMCTBa U HAMaM Hy»Kaa OT
HOBUTE /IeKapCTBa Bce ole. [pobnembT e, Ye 4OCTBIBT A0 /e4eHre He TPAGBa ga 6bae Bbnpoc
Ha KbcMeT. [a 6bgel cnocobeH aa KMBeell akTUBEH KMBOT He 61 TpABBaso ga 6bae xa3apT B
pblieTe Ha MeAULMHCKATa CUCTeMa Ha BCAKA CTpaHa.
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