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IHBaNIQHICTDb
Ta nepewxogH!

OcHoBHI pe3ynbTaTh gocnipxeHHs «Rare Barometer»
IL,OM0 BMIMBY XUTTS 3 PiAKICHUM 3aXBOPHOBaHHSM

Motnn 2025 poky
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2024 poky Esponi PiLLKiCHUX 3aXBOPIOBaHb - P

0 llepesamua Ginbwictb nogen 3 pigKicHUM
3aXBOPIOBAHHSAM }UBYTb 3 IHBANIAHICTIO...
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(L) XMBYTb 3 iHBaNiQHICTIO

Washington Group Short Set on Functioning (WG-SS): 87% yuacHMKiB Manu «[eaKi TpYAHOLi», «3HaUHi
TPYLHOLLi» aB0 «30BCIM He MOTTIM» BaumTH, UyTH, XOQUTY, 3anaM'aToByBaTH/KOHLEHTPyBaTHCH, [OMMALATH 33
coboto (opgratvcs um BMMBaTHCS) abo cninkysatucs; Global Activity Limitation Index (GALI): 83% yuacHukis
Bynu «0BMexeHi» abo «CUnbHO 0BMeXeHi» Yy CBOI 3BUYaliHIN BisnbHOCTI Yepe3 npobremy 3i 30opoB'sM
MPOTArOM OCTaHHIX 6 MicauiB abo binblue; caMoigeHTudiKawig: 88% yyacHWKiB BBaXaNK, WO BOHU XUBYTb 3
BWMMOIO iHBaNiQHICTI0, HEBMMMOIO iHBaniaHICTI0 abo 3 o6oMa Buamu iHBanigHocTi. Bei yuacHuku (n=9,591).
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CHnagHuMK hopMamu IHBanigHOCTI
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WoHaliMeHwe y 2 cthepax: Bauntn Uytn Xomutv abo  3anmamatoByBatu [iknysatuca  CrinkyBatucs

nigHimMaTuca abo npo ce6e
CX0LaMU  KOHLLeHTpyBaTUCS

BincoToK ntofei, Lo XMBYTb 3 PiAKICHMM 3aXBOPIOBAHHSAM, AKi Manu «AesKi TpyLHOL»,
«3HauHi TpyAHOLL» aBo «B3arani He Mornn poBuTH LWoHaliMeHwe y 2 ctepax WGSS - Bei
yuacHuku (n=9 591); LicTb cchep Washington Group Short Set on Functioning (WGSS).
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e Jliogn, SIKI UBYTH 3 PIAKICHUM
3aXBOPHOBAHHSAM, MAIOTb TPYAHOL, 3
RLOCTYNOM [0 BifNOBIAHOI NIJTPUMHA...

Manu TpygHoLi abo 3HayYHi TpyAHOLWi 3 4OCTYNOM A0 AONOMDKHUX NOCAYT, TAKUX GK

a M
\$ﬂ 53% LOMOMIDKHMM [OrNsg, 4onoMora BOoMa, PiHaHCoBa 4OMoMora, AOMOMiKHI TEXHOSOTIT,
3acobu nepecyBaHHs abo iHwWi fepXxaBHi Mocmyry.

«HacKinbku cknagHo BaM 0TpUMaTV Taki BUAW [OMNOMOrY, K JOrsA, JonoMora no AoMy, iHaHcoBa
[,0MOMOra, AOMOMiXHI TexHonorii, 3acobyu nepecyBaHHs Tol0?» - Bei yuacHuku (n=9,591).

... | BOHW He BepyTb yyacri B WuTTI
CYCNinbCTBa Ha PIBHUX NpaBax

BinbwicTb Niogei, AKi UBYTb 3 PiAKICHUM 3aXBOPIOBAHHAM, CTUKaNMUCS 3 [UCKPUMiHaLiEl0:

3a3HaBanu JUCKPUMiHaLii, NOB'A3aH0i 3 iXHiM PigKICHUM 3aXBOpOBaHHAM abo
58% iHBanigHicTio, y cthepi 0XOPOHM 300POB'Y, Y LWKONMI, Ha poboTi, y BOCTYNi [0 XUTNa

UM rPOMaACbKUX MiCLib.

BincoTok ntofen, ki BinnoBinu «Y ctepi 0XOpoHU 300p0B'A», «B iHWMX rPOMaACbKuUX MicLax», «B ocBiTi», «Ha
po60Ti», «Y xuTni» abo «IHwe» Ha 3anuTaHHa «Yu cTukanuca By konu-Hebydb 3 OUCKPUMIHALLEH, NOB'A3aHO0
3 PifIKICHMM 3aXBOPOBaHHAM abo iHBanigHiCTIO?» - Bei yuacHuku (n=9 126); BinnoBiai «He 3Hato» He BpaxoBaHi.

Nioau, aKi uBYTb 3 PiAKICHUMKM 3aXBOPIOBaHHSAMK, YacTiwe € 6e3pob6iTHUMK, HIXK HaceneHHs B

Linomy:
[ing nopiBHAHHA: piBeHb 6e3pobiTTa
ﬂk 23% Rlonet, SKi MBYTb 3 PiTKICHUM B EsponeiicokoMy Cotosi y 2023 poui
e 3aXBOPIOBaHHSIM, € 6€3p0BITHUMM cTaHoBuB 6,1%!

@ BincoTok yuacHuKiB BiKoM Bif, 16 00 64 pokis, AKi BifNoBinu «be3po6iTHuit» abo «He Moxy
npaLiioBaTh Yepes XxBopoBy» Ha 3anuTaHHS «HAKa Balla NoTouHa cuTyauig» (n=5 332).

DNopatkoBa iHopMauis: eurordis.org/voices abo rare.barometer@eurordis.org

MoBHuK 3BIT: tiny.cc/survey/RB_DailyLife

uﬂ“ EMU BCiM NIIOASM 3 PiAKICHUMWN 3aXBOPIOBAHHSAMMU, SIKi B3NN yYacTb
y B OMUTYBaHHI, Ta napTHepaM «Rare Barometer»!

1. PiBeHb 6e3po6iTTa 3a CTaTTHO, BIKOM Ta HallioHanbHicTio, Eepocrar (https://eceuropa.eu/eurostat/databrowser/view/\fsa_urgan_ custom_15225487/default/table?lang=en), craHom
Ha 3 ntotoro 2025 poky.

Rare Barometer - Lie nporpama onuTyBaHb, 9Kka npoeoautbcs EURORDIS-Rare Diseases Europe He3anexHo i € HeKoMepLiiHot0
iHiLliaT1BO. BoHa MPOBOAMTL PerynsapHi ONUTYBaHHS 471 BUSHAUEHHS MEPCMEKTHB i MOTPed CrifbHOTY NoAeN, SIKi XMBYTb
3 piaKicHMMK 3aXBOPIOBAHHAMM, 1406 iX rofoc 6B MOUYTUA B EBPOMENCHKUX | MiXKHAPORHMX iHiLiaTMBaX i moniTukax. Rare

Rare Barometer 06'enHye noHap 20 000 ntofei, AKi XMBYTb 3 PiAKICHAMM 3aXBOPHOBAHHAMM, aBo UNeHiB ixHix ciMel, o6 nocunutu
Y Y
Barometer ronocC CMinbHOTW NOAEH, AKi XKUBYTb 3 PiAKICHAMM 3aXBOPIOBaHHAMM. [INS OTPUMaHHA LOAATKOBOI iHthopMaLlii, Byab nacka,

B URGTEE TTTETTE BigBinalite eurordis.org/voices.
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