NauveHTam BbIFOOHO 3HaATb
oonbue!

InarHo3 «paccesiHHbIW CKNAepo3», a
NnoTOM..

A Mano 4To 3Hana 0 pacCcefsHHOM cCkKriepo3e B 2005 ropgy, kKorpa y
MeHsi OuarHocTupoBanm >3T0 3aboneBaHue. A O6bina abconwTHO
HeBexeCTBeHHa B 3ToM Bonpoce. C KakoOWM CTaTu HaM pAyMaTb O
bone3Hax, Korga Mbl 300poBbl? BOT Kak MHe Ka3alocCb.. XM3Hb Obina
npekpacHon. [0 NOsSIBfieHUS pacCesHHOro cKrepo3a.

Mou BonpocChl ObIIM NPOCTbLIMA, HO OTBETUTb Ha HUX ObLINO CMOXHO: MHe
bbina HyxHa uHPopmaumsa. lMoyeMy a4 3abonena paccesHHbM CKNepo30M?
YTo MeHa xpeT? YMpy nu a7 HyxHO nuM MHe uHBanupgHoe Kpecno? Kak
npaBuUbHO Ne4dynTbCcA? YTo euwe s Mory cpenatb? o Kakou npuyuHe y
MEeHS MOABWUACA pacCesHHbIN CKNepos?

N3-3a TOro, 4to s O6blNla HaMBHOW U HUYEro He 3Hana, MeHH
OXBaTuUNW penpeccus U yHblHMe. A HekoTOpble nwauM, B TOM 4ucre Mo
CeMbsi, 3afaBajin MHe BOMNPOCHI, Ha KOTOpble f He Morna OTBeTUTb. A
MHOro cnpawuBasna B OonbHUUEe. BpauuM npepocTaBuAM MHe KaKyw-TO
nHpopMaumiw, Ho 3Toro 6bIO Mano, 4ToObl NOHATbL, 4YTO Ha CaMOM
pene npoucxogut? EOMHCTBEHHOE, 4YTO A MOHUMana — 3TO Cepbes3Ho.
Y MeHa He 6b10 3HaHuM 06 obocTpeHuax, nobo4YHbIX 3dpdekTax,
neyeHun, peabunurtaumm M CBOMX npaBax. bonbwuHcTBO OpOWOP
npegHasHayanucb ONbITHLIM MaunmeHTaM, a He HOBWYKaM. fA pewwuna
nouckaTtb WMHPopMauuw. A Hayana C nNoucka B MHTepHeTe. W Koe-4yTO
Hawna. f 3apaBajla BOMPOCH A[PYruUM BpayamMm, Hawna ppyrux
nauneHToB C pacCesaHHbIM CK/epO030M B COLUMAJNbHbLIX CeTax. 3aTeM 14
obpaTunacb B CBOW CTPaxOBYKW KOMMaHWKW Mo noBogy CBOWUX Mpas..
Bpayn He o4eHb MNOHATHO [aBanu MHe MHPOPMALUID O pPaCCEeSAHHOM
cknepo3e. A uMX He nNoHuMMana. MHe ObIO HYXHO HaWUTKU Nerkyw Aans
BOCNPUATMA U NOHUMaHus wuHPopmauuw. A CKOHUEHTpupoBasnacCb Ha
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obbegnHeHNAaX NauUMeHTOB, WCKana CcauTel C uHPopMauumen O npaBax
nauvMeHtoB. fA Havyana cobupaTtb BeCb I3TOT HOY-Xay MU
KnaccupumumpoBatb MUHPOpPMaAUUK — Xopowee nNpoTuB naoxoro. A
NoHANa, HaAaCKOJbKO BaxXHa WHpopMauua gnga nauueHTta. W a4 3amertwuna,
YTO ANA NauWMeHTOB He TaK YX MHOro MNOHATHOW M MNONE3HOMU
nHpopMaunm.

OT nauMeHTa K aKTMBUCTY NO npaBam
nauneHToB

NHPopMaums Ha ypoBHE MNAUMEHTOB BaxHa ANnd Toro, 4T0bbl MPUHMMATL
npaBuibHble peweHMs n pa3bupaTtbcqd B abpakapabpe M3 MeOUMUMHCKUX
MW PUOAMYECKUX TEepMUHOB. A npoposixumna CBOM MNOUCKU U MHOroe
y3Hana. fA Hayana coTpygHMYaTb C HEMEeLKWMM XYpHanoM ONA XEHWWH U
BeCcTuM 650r 0O CBOEW XWU3HU C pacCesaHHbM cknepo3oM. A
paccka3biBana umtatenaMm o cebe, moeM 3aboneBaHum M 0 TOM, 4TO
MHe ypanocCcb y3HaTb. TakuM ObIIO Hayano MOero CTaHOB/IEHUS B
KayecTBe aKTUBMCTa MO NpaBaM nauuMeHToB. A No-npexHemy Beny
6bnor Ha HeMeluKOM A3blKe
http://leben-arbeiten-mit-multiple-sklerose.blogspot.de. MHe
xo4yeTcsi, 4YT0bb NauumeHTbl nonydyanu 6onble MHPopMauum O CBOEM
300pOBbe, MNOTOMY 4YTO OHO Y HUX EOUHCTBEHHOEe, W UM HYXHO
NMPUHMMATb peweHnsa, KOTopble [N HUX HAMOSIHEHb CMbLIC/IOM. 3TO
BO3MOXHO MPM HaJMYMM OOCTATOYHOr0 KONMYecTBa WHOoOpMauuu, un £
0enwcb 3TOWM KoHUenuuen 4yepe3 Mou 6nor, couunanbHble CeTu, BO
BPeMA BbLICTYN/EHUN HA KOHPEPEHUMAX M OAUCKYCCMOHHBIX Mfowagkax wu
T.0. W a9 npoponxaiw HaxoauTb BCe 6onbwe MHPOpPMaUUKM, MPOXOXY
obpa3oBaTesibHble KYpCbl U MPOJOSIXAKW YyUUTbCAH.

MaunmeHTaM HYXHO YyuuTbCa. TakK Xe, KakK BpayaM, ¢apMaueBTaM,
npaBuTeNbCTBaM, KOMMAHUSAM MO CTPaxoOBaHWK 300p0BbA. HaM HYXHO
CMOTpPEeTb B OOHY CTOPOHY W BMeCTe roBOPUTb O HalWKX BOMNpoCax.
CerogHss s Xopowo npouvHpopMupoBaHa, U MHe 3TO Hpasutca! 4
npuHuMa 6onee npaBunbHble peweHus, a1 6onble genaw gna CBOEro
300pOBbLSA, MNPOOONXAas XUTb C pacCesHHbLIM Cckiepo3oM. Mou 6ecepbl C
MOWM JleYyallMM BpPaYOM KavyeCTBEHHO ynydwunucb. Mol O0OHapyxunu
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xopownn cnocob pabotaTb BMecTe. A 3TO OYeHb UeHw. A Bcerpa
yTBepxgana, 4To 4yeM Oonbwe 3HaeT nauuveHT, TeM nyduwe ! pgng
Hero, nNo3TOMYy BOCMNOJIb3YWTECb WAHCOM M y4yutecb. A Mano 4To
3Hana 0 paccesHHOM cknepo3e B 2005 ropgy, Korpa y MeHH
ounarHoctuposanu >3T0 3abonesaHume. A Obna abCoNWTHO
HeBeXxecTBeHHa B 3ToM Bonpoce. C KakouM CcTaTuM HaM OyMaTb O
bonesHax, Korpga Mbl 300pOBbI? BOT Kak MHe Ka3anocCb.. Xu3Hb Obina
npekpacHon. [0 NOsSIBieHUS pacCCesHHOro cKriepo3a.
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