‘.. multiple sclerosis

w g International federation

OOGbeauHeHHble pe3yrnbTaTbl OHMTaNH-ONpoca No yCTanocTun
npu PaccesHHoMm Cknepo3e, npoBeaeHHOro XXypHanom "MS
in focus" (PC B cdhokyce).

1. BBegeHue

10 090 yenosek 13 101 cTpaHbl NPUHANKN Y4acTUe B HaLWLEM MHTEPAKTMBHOM onpoce 06 ycTtanoctu
B TeueHune ceHTabps n oktsbpa 2011 roga. Onpoc 6bin goctyneH Ha 11 s3bikax, U YMCIo
OTBETUYMKOB ObINO crnegyoLwmm:

Apabcknin a3bik 187
AHIMUNCKNIA A3bIK 5,331
dapcun 81
dpaHLy3CKM A3bIK 198
Hemeuknn a3bik 2,069
WcnaHackumn a3bik 135
NTanbaHCKUM A3bIK 122
MopTyranbCkum A3bIK 298
Pyccknin a3bIk 101
McnaHckum a3bik 1,391
LLIiBegckmn A3bIk 177

2. MeTogonornyeckue orpaHnyYeHusA
e Onpoc npoBoansnca OHNamH, Tak, YTo OTBETbI ObINN cobpaHbl TONbKO N3 VIHTepHeTa.
e Onpoc Takke npoBoAMICS N0 CaAMOCTOATENbHbIM COOBLLEHMSAM NOAEN, OLLEHMBAOLLINX
CBOW COOCTBEHHbIV OMbIT.

3. PesynbTatbl n 06cyxaeHue

3.1 Ha Bonpoc, kak gonro y onpatumBaembix PaccesHHbii Cknepos (PC), 60NbLUMHCTBO OTBETUIO:
Mexay ABYMS N OECATbO rogamu.



Kak ponro y Bac PC?
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3.2 86% OTBETYMKOB CKasanu, 4To ycTanocTb Obina OgHMM U3 UX TPeX rMaBHbIX CUMMTOMOB,
noaTBepXxaas, YTo 3TO ABNAETCA O4YeHb 0ObIYHbIM CMMATOMOM Ans nogen ¢ PC.

Mornu 6kl Bbl cKa3zaTb, UTO
YCTaNnocCTb ABNAETCA OQHUM U3
Bawux rmaBHbIX CUMNTOMOB?

N=10,090

10T pe3ynbTaTt NnogaepxmBaeT I'IOTpe6HOCTb B JaNnbHENLLMX UCCrneLoBaHUAX NeYyeHns n
ynpasrieHnd 3Tum CI'IeLI,VICbI/NeCKVIM CAMIMTOMOM.

“PyKu, Hoau, 8ce Moe meJio Yy8cmeyrm CUibHY0 msXXecms”.
“Ilooasnsaouee, nocmosnnoe, ucmowarowee paspyuierue”.

“Mou mo3e He 6y0em pabomamp, U MOU HO2U YYECEYIOM MANCECHDb .

“Yemanocmo - moti xyowuii cumnmonm. Ilocnednee, ¢ yem s moey umems oeno. Ho Obims maxum usmyueHuviM 8ce pems
— 5M0o Mo, 4mo nooasnsiem mens’.

3.3 Ha Bonpoc o Tom, Korga yctanocTb Hambonee 3atparmsana ux, 6onbLle, 4Yem ogHa
TPETb OTBETYMKOB, CKa3asnu, YTO 3TO Criy4yaeTCa U NPOAOIPKAETCH B TeYEHME AHS U HOYN, B
TO Bpems Kak 16% OonpoLUeHHbIX cKa3anu, YTo BCe BpeMS.



Korga yctanoctb nopaxaet Bac 6onblue Bcero?

3TO NpUXoaNT N YTpom
NpoAcMKaeTca B T%
Te4yeHUe
AHAIHOYM
36%

N=10,090

2%

OTu pesynbTaThl BblABUIralOT Ha NepBbIV NnaH KoneodnoLwyocs npupody yctanocti npu PC u
npegnonaratT, YTO 3TOT CUMINTOM MOXET MMEThb CYLLECTBEHHOE BO3[eNCTBME Ha NOBCEAHEBHYHO
XKN3HW, HaNpUMep, CNOCOBHOCTL PErynsipHO BbIMOMHSATL paboTy unmn cemeriHble 06s13aHHOCTW.

“1 He moey 0bbsiCHUMB, NoYemy 51 4yecmeayro cebsi HaCmMObKO OfyCMOWEHHbIM, XOms HU4e20 He denaro.
Bpemsi om epemeHu, 1 cmaHoenoch 6e3KU3HEHHbIM, Kak 6yOmo Kmo-mo MeHS 8bIKoYus”.

“1 ecmaro ympowm, yyecmeysi cebsi cmorsib e ycmarbiM, Kak HouYb Ha3ad’.

“Yemanocmb kpademcs ko MHe. Bce xopowo 8 00uH momeHm, 3amem 51 [JOJIDKEH HemeOdneHHo neyb”.

3.4 OTBETUYMKOB NPOCUNN KnaccuduumpoBaTb, Kak yCTanoCTb Nopaxarna nx B BOCEMb PasfnnNYHbIX
nepuoaoB XnsHu (0T 1=Hem eo30elicmeus 0o S5=4ypessbiyaliHoe go3delicmeaue). Ona paboTbl n
aocyra/xo66u 60MbLUIMHCTBO OLEHUNO BO3AENCTBME YCTanocTn kak 5. [lpyrme obnactu XusHm
(momaLLHSsA X13Hb, coupnanbHas XXU3Hb, CekcyarnbHas XW3Hb, YMCTBEHHOE 300POBbLE U
dusnyeckoe 340pOBbE) NONYYNNN PaHXXMpOBaHME B 4, B TO BpEMSI Kak CeMerHas XU3Hb nonyyunna
3. O6beanHeHHo pesynbTaTbl MOKa3bIBAKOT MUK NPU paHXUpPOBaHUN B 4.



BnuaHue ycranoctu npu PC

2 Ha pa3finyHble 06NacTU XKU3HN
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HHU3IKOE HeGonbwoe CpefHee Gonbloe '-IpESEbI'-IaIFIHOE
BN1UAHKE BENMAHKE BN1UAHKE ENMAHKE BEN1AHKE

“Y meHs 6bina denpeccusi, koeda MHe bbino 14 nem. Celivac mHe 15. Bce mou dpy3bss ocmaromcsi mo30HO
8eyepom, a g husudeCcKU He Moay 3moao cdeniamep, S CIIUWKOM YmomsieH”.

“Yemarnocms - Mol camblill cepbe3HbIl U USHYpUMerbHbIU CUMIMOoOM. 3mo Mewaem MHe rnpodosnkams
pabomamsb U 8bInosiHsmb Mou domalwHue obsizaHHocmm”

OTn pe3ynbTaTthl NOKa3biBatoT, YTO ANs OONbLUMHCTBA NOAEN C YCTaNOCTbIO 3TOT NPU3HaK MeeT
cpenHee BO3OeENCTBUE Ha BCe 061acTU XKU3HM.

9710 ObINO NOATBEPXKAEHO OTBETYMKAMM, OLEHMBAIOLLMMM NOMHOE BO3AENCTBME YCTANoOCTN Ha KX
XWN3HW UnNn Kak Bbicokme (46%) unu kak cpegHee (43%).

B uenom, Kak obl Bl oLleHUNu
BNMUAHWe ycTanocTtu Ha Bawy
noBceAHEBHYIO XXU3Hb?




“Omo enusiem Ha 8ce, HO S pacriofiazaro o fnpuopumemam MoK 02paHUYEHHYI0 SHepauto 07151 pabomeal u
cembUu’”.

“Omo HegeposimHoe ocnabrieHue. 5 4yecmeyto, Ymo S rPOIyCKak C80K0 XXU3Hb, 2riagHbiM 06pas3om, u3-3a
ycmarnocmu’.

“41 nosiguricsi, YmMobbi MOHSAMb, YIMO 3MO, U 51 Hay4UJICs CrpassimbCsl ¢ amuM. 5 ece ewe He o6 umems
3Mo, HO S NPUHST Mom ¢hakm, 4mo 3mo ecmb U 6ydem yacmbro Moel XU3HU”,

3.5 Ha Bonpoc: "Cnute nn Bbl HOYb?" - pe3ynbTaThl NoKasanu pasnnyHble OTBEThI.

Cnute nu Bkl HOYBLIO?

3.6 bonblue NonoBuHbLI onNpalmMBaeMbiX Takke NPU3HaNn BO3AENCTBME YCTaNOCTM Ha UX CEMbMW,
Apy3en nUnu Kosner.

Bnusaet nu Bawa yctanoctb
Ha Balwero naptHepa, ceMbHo
UK Konner?




“Mexdy moum napmHepoM U MHOU eCmb Harnps»KeHHOCMb, MOMOMY Ymo S CIIUWKOM criaba, Ymobbl 8 YeM-
nubo yyacmeosame. Bcsi Mosi sHepauss mpamumcs Ha pabomy u eewu, komopsie s [JOJIPDKHA cdenamp”.

“Mou demu HavduHarom He paccyumbl8amb Ha MEHS U 4yecmeogeamb, Ymo OHU OOIKHbI cOerlamb Ymo-mo
camocmosimesisHO. 3mo Hac pa3densem’”.

“1 Mo2y bbimb HEMHO20 ceapsiuebiM, Koeda 51 ycmaro”.

“f1 nonazaro, Ymo amo enusiem Ha Moux 0emedl: 1 He MO2y He omcmasgampe OM HUX U HEe 2080pUMb UM
uHoeda, Ymo Mbl He MOXeM cdeslamb Mo, YMOo OHU XOmsim, MoMoMy Ymo 51 ycmarna. 5 yeepeHa, 4mo HOYbH
Mol My»x xomers bbl Mpogecmu co MHOU 8peMsi, HO 51 delicmeumeribHO MOJIbKO Xo4y criamsb”.

“lMpexde, yem 51 OKOHYAMENbHO Y8OJIUJICS U3-3a MOUX CUMIMOMOB8, 8CE MOU COCyxuaubl 0o00esbisanu
yacmb Moell pabomsl, 4mobbl MOMoYb MHeE. bbiiio mpydHO 8udemsb, Ymo OHU 8bIMOIHSM MoU 06si3aHHOCMU
U He crocobHbI npudams MHe cust”,

“Yemanocms mewaem mHe pabomame nonHbIl paboyuli deHb unu 6bimb XeHoU, Mamepbio U 0oYepbio, Kak
5 xo4y 6bimb”,

3.7 84% ckasanu, 4YTo UX yCTanoCTb yCcunuaarnach C BbICOKOM TeMnepaTypon (Unn Korga oHu
neperpesanuch), BblABUras Ha nepBblv MiaH BaXXHOCTb OEHTUMUKALUN N NCNONb30BaHUSA
cTpaTernn, KoTopble NOMOratT B yNpaBrieHnn yCTanocTbio, BbiI3BAaHHOW yBENNYEHHON
TemnepaTypown Tena. 31a npobnema 6bina ocobeHHOo cunbHa Ans ngemn, KoTopble NPUHSNN
y4yacTue B onpoce Ha apabckom asbike n ®apceu, rae 92,8% ckasanu, YTO BbICOKada TemMnepartypa
yXyAlana ux yctanocTb, U Takke Ans Nogen, KoTopble OTBeYanu B UTanbsaHCKOM, NOPTYrasibCKOM
1 ncnaHckom onpocax, 90% oTBeTMNM, YTO BbICOKas TeMmnepaTtypa yxydlana cocTosHue
ycTanoctu. [Inga s3bIKOBbIX BEPCUI onpoca B 6onee npoxnagHbiX CTpaHax — HEMELKUN,
NCraHaCKUn, POCCUMCKUI U LLIBEACKUM — BbICOKas TeMnepaTtypa Takke ycunusana ycTtanocTtb Ans
BonbwmnHcTBa (74.6%), HO 3TO He BbINO CTOMb BbICOKO.

3.8 BonbLUMHCTBO OTBETUMKOB (62%) HE MCMONb30Banu fieYeHne, AONOSHUTENbHbIE Tepanuu,
peadbunuTaLuio Unu ynpaxxHeHus Ans ynpaeneHus ycTanocTbio.

Ucnonb3yete nu Bobl, Unu
ucnonb3oBanu nu Bel,
Kakoe-nnbo neyeHue
ycTanoctu npu PC?




3 Tex OTBETYMKOB, KTO NPOBOANI LONOSNTHUTENbHbBIE TEpanuu n peabunutauyuio, coodwianu, 4To
370 6bIN0 H6ecnonesHo, YTobbl yOpaTb yCTanocTb, B TO BPEMS KaK YNPaXKHEHUS N neveHne Obinu
pa3yMHO NOSE3HbI.

3.9 ﬂ,perle mMeToadbl Unn cTpaTternmn (OTﬂ,bIX, nnaHnMpoBaHMe OHA B 3aBUCUMOCTU OT YCTalloCTH,
COXpaHeHune rnpoxsnaabl, npnem 3ﬂ,OpOBOIZ I'II/ILIJ,VI) ncnonb3oBanucb 45% OTBETUYMKOB.

“A1 omObixaro OHeM, niexxa Ha Kpoeamu, Yumaro, Ymobbi damb Hozam omAoxXHymb. 5 npobyto nnaHUpo8ams
Mol OeHb, 4mobbi bbiMb HAacmMOorbKO 3¢hheKMUBHOU, HACKO/IbKO 3mM0O 803MOXHO. Ymobki coxpaHume
aHepauro, 5 npowy, 4Ymobbi Opyaue 8 dome MomMoasiu MHEe C X035UCmE8eHHbIMU denlaMu, KOmophble, S 3Haro,
6ydym ocobeHHO ymomnsiiowumu Or1s1 MeHs”,

““d obpawjalo 8HUMaHUE Ha Mo, Ymo MOe MeJio 2080pUIM MHE, HacKOIbKO OHO ycmario, U sl 3Hat Mou
o2paHuyeHuUsi U omeeyaro UM npexoe yxyoweHusi”.

“3mo npoucxodum mosbKo ¢ omObixoM. [lomozaem HeMHO20 830peMHymb”.

“Omo 3aHs10 Y MeHsI MHO20 8peMeHU, Ymobbl Halimu, KaK 3mum yrpassisims, U 5 6ce ewe y4ych”.

Bbino 6bl MHTEPECHBIM y3HaTb, MOYEMY MEHbLUE, YEM MONOBUHA OTBETYMKOB, MCNONb3YeT
cTpaTernv Ans yMeHbLUEHUS yCTanocTh, MOXeT OblTb, NOTOMY, YTO YCIOBMI NS 3TOrO He
cyllecTByeT (Hanpumep, OTCYTCTBUE Ha paboTe MecTa Ans oTAbIXa).

3.10 Moyt NnonoBmMHa OTBETYMKOB HE YyBCTBOBAnNa, YTo NoanM BOKPYTr HUX MOHUMAKOT BRMSHME
yctanoctu npu PC. OgHako, korga 6611 3agaH Bonpoc onpeaeneHHo o6 nx npodeccuoHanax
3apaBooxpaHeHus, 37% coobLwmnm, YTo ycTanocTb Obifia XopoLwo noHATa, u 44% oTBeTUNU, 4To,
no KpanHen mepe, HeKoTopble 13 NPOeCCMoHaroB, BOBMEYEHHbIX B MX 3a60Ty, MMenu HekoTopoe
NMOHMMaHNe BO3AENCTBUS YCTanocTu.

MpuobpereHHOE NOHMMaHWe
achpekTa yctanoct npun PC
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Oa Hekotopoe Her

"Koada 51 pabomarn, moti Cogem QupeKkmopoe8 3acmasursl MeHs ipuHecmu Ha pabomy Kposamb, nodywKy u
o0esino, Ymobkl 1 Mo2 830peMHymb 8 meyeHue OHs. [Jo moao cry4yas, S u He Oymari, Ymo OHU 3Harnu o moel
ypessblyaliHol ycmanocmu”.

"IltoOu He NMOHUMarom, KaK YeJI08€eK MOXem Xopowo cebsi yygcmeaogamb 8 0OHY MUHYMY U UCMOUW,EHHO - 8
cnedyrowyro”.

3.11 Korga 6bin 3agaH Bonpoc 0 AOCTYMNHOCTM nHpopmaumm o6 yctanoctn npu PC , 79%



OTBETUNU, YTO ee Bblno unu nerko Hamtn (22%) unu cpegHe (57 %), 4To aBnsieTcH
MHoroobeLlaoLwmmM Ansg ngemn ¢ 3STMM CUMNTOMOM.

Kak Ob1 Bbl oLleHUnu
NOCTYNHOCTb UHpopMaLuu
006 ycranoctu npu PC?

Taxeno
HaWuTH
21%

"Moe mecmHoe obwiecmeo PC umeem OelicmeumesibHO XOpouwyto UHGhopMayuUto 0 exxe0HEe8HOM
yrpaesneHuuU ycmasnocmbto, HO He maK MHO20 O MOM, roYemMy amo rpoucxodum”,

4. BbiBOAbI 1 peKkoMeHaaumnmn

PeaynbTaTtbl onpoca nokasblBatoT, YTO YCTaNoCTb - O4eHb 06bIYHbLIM cumnTom PC, 4TO ero TpyaHo
NEeYnTb, N YTO 3TO MMEET CUNbHOE BO3AENCTBME Ha DONbLUMHCTBO obrnacten xunsHun. MHorme
OTBETYMKN YyBCTBYHIOT, YTO SOOMN BOKPYr HAX HE MOHMMAIT YCTanocCTb.

HyxHO nogaepxmBath nogen ¢ ycranocteto npy PC, 4To6bl NOMOYb UM B XXU3HWU, N BHECTU CBOW
BKNaa B Ux coobLlecTsa:

YBennyeHHoe NOHNMaHue BANSHUS YCTanocTu ceMben, Konneramm n opysbsamu;
Bornblee NOHMMaHWE BAUSHUSA YCTANOCTU OT NPOdECCMOHANoB 34paBoOXPaHEHNS;
YBenunyeHHble nccnegoBaHus nevyeHns n tepanuin B obnactu ycranoctu npu PC;
[ocTynHasa nHdopmMmaumnsa o ToM, Kak COXpaHUTb Npoxnagy B XXapKux yCroBusx;
MHdopmauma n coBeT 0 exXxeJHEBHOM YrpaBieHUN SHEPTrMeEn U NnaHNPOBaHUN
perynapHoro oTabixa;

o OTOOXHYTb UK NocnaTk rae-HMbyab Ha paboyem mecTte, YTOObI MO3BONNTL YENOBEKY,
6onbHomy PC, coxpaHuTb paboTy.

MepeBoa A. bBorontoboson, Obwepoccunckas ObwecteeHHas OpraHnsauma MIHBanmaos —
oonbHbIX PC.



