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OcHoBHU pe3yntatu OT NpOoy4YBaHETO Rare Barometer 3a
B'b3ﬂ,eﬁCTBMETO Ha XUBOTa C pAaKo 3abonaBaHe

theBpyapu 2025 .
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B EBpona g penKu 3abonsiBaHus

ﬂ llo-ronsmara yacr ot Xopara ¢ pegKu
Gonecty MuBesT ¢ YBPEKAAHKS...
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C yBpeXaHus

Washington Group Short Set on Functioning (WG-SS): 87% 0T yuacTHULMTE Ca MManK «M3BECTHU 3aTPyAHEHMS»,
0 «TONEMM 3aTPYOHEHNS» UK «M3061L10 He Ca MOMMIU» [1a BUXK/AT, YyBaT, XOOAT, MOMHAT/KOHLEHTPUPAT BHUMAHMETO
CM, [1a ce rpuxkar 3a cebe cu (na ce o6nuuat unm MuaT) unu fa obulysart; Global Activity Limitation Index (GALI):
83 % 0T yuacTHULMTE Ca BUAM «OrpaHUUEHU» UIU «CUIHO OFpaHUUEHM» B 06MYaitHATE CU [eHOCTM Nopaau
3[1paBoCNOBeH npobreM npes nocnefHuTe 6 Mecelia unu noseuye; AutoTipoadloplopog: 88 % oT yuacTHULMTE
CMATAT, Ue KMBEAT C BUAMMO YBPEXAaHe, HEBUAMMO YBpeXaaHe Unu v ¢ asete. Bcuuku yuactHuum (n=9 591).

G .. 1 NOBEYETO OT TAX XXUBEAT C Pa3nuyHH
HOMNNEKCHU YyBpeXAaHHUg
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noxe 2 obnacru: Buxte Uyitre XoneHe 3anomHere  [lace rpwkmw  O6wyBaiiTe Ha
newa uim no unm ce 3a cebe cu1
CTbN6MTe  KOHLEHTpupaiite

MpOLEHT Ha xopara, XM1BEeL C pAaKo 3a6onaBaHe, KOUTO UMAT «M3BECTHU 3aTPyLHEHUS», «TONeMu
3aTpyAHEHUs» UNK «1306L0 He MoraT Aa ce cnpassT» B noHe 2 obnactu Ha WGSS - Beuuku
yuacTtHuum (n=9 591); LlectTe o6nactu Ha Washington Group Short Set on Functioning (WGSS).



0 Xopara, wuBeewy ¢ paaKo 3abonsaBane, uMar
TPYAHOCTH C AOCTbNA [0 NOAXOAALA NOJKPeNa...

Ca UManu 3aTpygHeHusa unu ca uManu roneMu 3aTpyaHeHua npu gocrbna Ao

[ ]
\-$ﬁ' 53% NOMOLLHK cpencTBa, KaTo HanpuMep cnomaraTesniiy rpuxxu, noMoLl, B ooMa,
(hMHaHCOBa MOMOLL, NOMOLLHW TEXHOMOrMK, MOMOLLHU CpPefCcTBa 3a NPUABMKBAHE UK

apyru 061eCTBEHM NOMOLLHM cpeacrea.

«[lokonko BK e TPYAHO @ nonyynTe NOMOLHM CPeACTBa, KaTo HanpuUMep rpuxu 3a
NPUAPYKMTEN, AOMALIHA MOMOL, (PUHAHCOBA NOMOLL, MOMOLLHU TEXHONOM UM, MOMOLLHM
CpencTBa 3a NpUABMKBaHE U T.H.7» - Beuuky yuactHuum (n=9,591).

.. 1 HE YYaCTBaT PaBHONPaABHO B obuwecrBoro

MHo3KHCTBOTO OT X0paTa, XuBeely ¢ paaKo 3abonasaHe, ca ce cHNbCKanM ¢ AUCKPUMUHALLUS:

0y oT TSX ca ce cbnbcKanu ¢ AUCKPUMMHALMSA, CBbP3aHa € PAAKOTO UM 3abonsBaHe
58 0" ynu ypexpaHe, B 06nacTTa Ha 3[paBe0na3BaHeTo, B yUMNULLLE, HA PaBOTHOTO
MSAICTO MM NpU AOCTBMA [0 XWUMMLLE UK 06LeCTBEHM MecTa.
MpoLEHT Ha xopaTa, KouTo ca 0TroBopunu «B 3gpaBeonassaHeTo», «Ha apyru obwecTeHm
MecTa», «B 0bpa3oBaHueTo», «Ha pabotax, «B xunuiieto» unu «[lpyro» Ha Bbnpoca

«/3nuTBanu nu cTe HAKora AMCKPUMMHALMSA, CBbp3aHa C pALKo 3abonsaBaHe unu
yBpexpaHe?» - Beuuku yuactHuum (n=9 126); oTroBopuTe «He 3HaM» He ca BKITIOUEHM.

Xopara, cTpagauwm ot paaKo 3abonasaHe, ca no-yecro 6espaborHu, oTKonKoTo 06UL0TO HaceneHue:

3a cpaBHeHue: npes3 2023 r.

ﬂ 23% URXQpad, PKMECEUINCIDAARO paBHMLLETO Ha 6e3paboTuua B
-t sabonssare, ca 6e3paboTHu EBponeiickus cbio3 e 6bae 6,1%!.

@ [poLeHT Ha yuacTHULMTe Ha Bb3pacT Mexay 16 1 64 roguHu, Kouto ca otroBopuny ¢ «bespaboteH» unu «He
Mora fia pa6ota nopapy 3abongaeaHe» Ha Bbnpoca «KakBo e HacToAwoTo BY nonoxeHue» (n=5 332).

[onbnHutenHa nHdopmauus: eurordis.org/voices unu rare.barometer@eurordis.org

MbneH [oKNag Ha aHrMUICKK eauk: tiny.cc/survey/RB Dailyl ife

Bnaro abuM Ha BCMUKM XOpa C pefKu 6onectu, KOUTO yyacTBaxa B
n p npoy4BaHeTo, U Ha NapTHbopuTe Ha Rare Barometer!

1. KoethmumeHT Ha BespaboTuLia o nos, Bb3pacT v HauuoHanHocT, EBpocrar (https://eceuropa.eu/eurostat/databrowser/view/\fsa_urgan_custom 15225487/default/table?lang=en),

KOHcynTMpaHo Ha 3 chespyapu 2025 .

Rare Barometer e nporpama 3a npoyuBaHe, koaTo ce npoBexxaa HesaBucumo ot EURORDIS-Rare Diseases Europe v e
WHWLMATMBa C HECTOMaHCKa Lien. T9 MpoBeXaa pesoBHM NPOyYBaHWS 3a OMPEAensiHe Ha MePCMEKTUBUTE U HYXAUTE Ha

Rare obwHocTTa Ha Xoparta C peaKu bonecrtu, 3a fa ce uye TeXHUAT rmac B EBDOI'IEI;ICKMTG M MeXOyHapogHUTe MHULKMATUBU U

nonuTuku. Rare Barometer o6eauHsaBa Hag, 20 000 oywwu, XvBeeluu ¢ peaku 6onectu, Unu UneHoBe Ha TexHUTe CeMeicTBa, 3a

Barometer X .
[a Ce 3aCuiu rnacbt Ha 05LU,HOCTTa Ha pegKkute BonecTu. 3a noeeyve MH(DOpMaLJ,l/IFI, Mon4, nocertete EUI'OFCIIS.OF/VOICES.

A EURORDIS % INITIATIVE
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