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OcHoBHble pe3ynbTaThbl onpoca Rare Barometer o
BIIMAHWUM XXU3HU C peflKuM 3aboneBaHneM
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@ Washington Group Short Set on Functioning (WGSS): 87% yuacTHWUKOB UCMbITbIBANM «HEKOTOPbIE TPYLHOCTH»,
«Bonblune TPYAHOCTU» UMK «COBCEM HE MOTTI» BUETb, CIbllIATh, XOAMUTb, 3aMOMUHATh/KOHLIEHTPUPOBATLCS,
yXau1BaTb 3a C060M (0f1eBaTbCa UMM yMbiBaTbCA) MK 06uaTbes; Global Activity Limitation Index (GALI): 83%

YUYaCTHMKOB BbINN «OrpaHUUEHbI» UK «CUNTbHO OrpaHNUUEeHbl» B CBOEI 0GbIUHOM AeaTeNbHOCTH 13-3a Npobnem

CO 3[,0pPOBbEM B TeUeHWe NocnegHux 6 MecsLes unu 6onee; camoupeHTutukaumus: 88% yuacTHUKOB cunTany,

UTO XXMBYT C BULMMOM MHBANUAHOCTbIO, HEBUAMMOW MHBANMAHOCTbIO UNK ¢ 06enmu. Bee yuacTHukuM (n=9 591).
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NoaHNUMaTbCA  KOHLEeHTPUpoBaTbCa co6on
Nno necrtHuue

MpOLLEHT MHoeN, XUBYLLMX C PELKMM 3aG0NeBaHeM, KOTOPbIe UCTbITbIBaNM «HEKOTOPbIE TPYAHOCTU», «Gonblme
TPYRHOCTU» WM «COBCEM He MOFIW CMIpaBUTLCA» M0 KpaiiHel Mepe B 2 obnactax WGSS - Bce yuacTHUKM
(n=9 591); llectb 0BnacTel kpaTkoro onpocHuka Washington Group Short Set on Functioning (WGSS).



0 fliopy, Wusyuwue ¢ peruMH 3abonesannsamy,
MCNbITbIBAIOT TPYAHOCTH C NONYYEHHEM
Heo6XopMMOH NOAAEPIKKA...

a2 "N 0/ UCNbITbIBAJIU TPYQHOCTU UK 3HAYUTEJNIbHbIe TPYQHOCTU C NoJlyYyeHUeM NOMOLLK, TaKow
$¢ 53 0 KaK BCrioMoraTenbHbIi YXO0A, NoOMOUb Ha A0MY, (hMHaHCOBas NOMOLLb, BCrioMorartesibHble
TEXHONOrnuK, CpeacTea And nepensmxeHnd Unn opyrue couunanbHbie YCIyr.

«Hackonbko TpyaHo Bam nonyunTb Takue CpefcTBa NOMOLLM, KaK CUAENKa, MOMOLLb N0 [,OMY, hMHAHCOBas MOMOLLb,
BCMOMOraTesibHble TEXHONOruu, NprUcnocobeHns ans nepedBmKeHns 1 T.0.7» - Bce yuactHukm (n=9 591).

... | OHH HE YYaCTBYHT B XHU3HH
obuwecrsa Ha paBHbIX

bonbwuHcTBO ﬂlOﬂEﬁ, XUBYLUX C pegKUMHU 3360HEBaHMHMM, CTallKuBaJucb C ﬂMCKpMMMHaU,VIEi;Ii

y CTaNKMBaNKUCh C LUCKPUMUHALLMEN, CBA3AHHON C UX pefKuM 3aboneBanneM unu
58 0 wuBanugHocTbIo, B cthepe 30,paBOOXPaHEHUs, B WKoNe, Ha paboTe, B LocTyne K

XMITbH UK 06LLECTBEHHbIM MECTaM.

@ MpoLEHT ftofen, 0TBETUBLUMX «B 3npaBooxpaHeHum», «B apyrux o6LiecTBEHHbIX MECTax»,
«B o06pasoBanun», «Ha pabote», «B xunbe» unu «[lpyroe» Ha Bonpoc «[llpuxogunocb
nv BaM cTankuBaTbcs C LUCKPUMMUHALMEN, CBA3aHHOM C pefKuM 3a6oneBaHneM unm
WHBANUAHOCTbI?» - Bee yuacTHUKK (n=9 126); oTBeThI «He 3Hato» He BKMOUEHbI.

Niopw, Xusyliue C pegKum 3aboneBaHueM, yauie Bcero ocrarcs bes pHGOTbI, YyeM HacelleHue B
LenoM:
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3aboneBaHueM, 6e3paboTHbIe

Iina cpaBHeHus: ypoBeHb

6eapabotuubl B EBponeickom Cotose
B 2023 ropy coctaensn 6,1%.

@ MpOLLEHT yYacTHUKOB B Bo3pacTe ot 16 [0 64 neT, 0TBETUBLIMX «Be3paboTHbIi» unu «He Mory
pa6otartb 13-3a GonesHu» Ha Bornpoc «Kakoso Balue Tekyuiee nonoxexue» (n=5 332).

HononHutenbHas uHdopMaLms: eurardis.org/voices unu rare.barometer@eurordis.org
MonHbliit oTuer: tiny.cc/survey/RB_DailyLife

c ﬁ BCEM JIIOASAM C pegKMMU 3aboneBaHUSMU, NPUHABLUUM yYacTue B
nacuoo onpoce, n naptHepam Rare Barometer!

1. VpoBeHb BeapaboTuLybl Mo Moy, Bo3pacTy W HaumoHanbHocTy, EBpoctar (https://eceuropa.eu/eurostat/databrowser/view/Ifsa_urgan_custom 15225487/default/table?lang=en),

KoHcynbTaumu 3 chespans 2025 1

Rare Barometer - 310 nporpamMma onpocos, npoBofuMas HesaBucmo EURORDIS-Rare Diseases Europe 1 aBngtowiascs
HEKOMMepUecKoil MHULMaTMBOM. OHa MPOBOLMT PerynsipHble 0Mpochl Ans onpefeneHns NepcrnexkTUB U NoTpeGHocTel
coo6LecTBa Miofei ¢ penKuMmu 3aboneBaHHsIMK1, UTOBbI MX rofoc Gbin YCNbilaH B €BPOMENCKMX U MEXLYHAPOAHbIX MHULIMATMBAX

Rare v nonutuke. Rare Barometer o6bepuHaet Gonee 20 000 niopei, XMBYLWMUX C PEAKUMU 3a60N1eBAHUAMM, UNIU UNIEHOB UX
Barometer ceMeu, UToGbl YCUIUTB rofoc coobLiecTBa Niofel, CTpajalolLMxX PefKUMY 3aGoneBaHuaMu. [ng nonyyeHus [ononHUTENbHOM

B URGTEE TTTETTE WHGhopMaLMK, noceTuTe caiT eurordis.org/voices.
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