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When we turn lived experience
Into data, we turn stories
Into systems change.

That's the power of Rare Barometer.
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85% 65% 71In 10

of the survey respondents declaring that have to visit different health, social and find that organising care is time-consuming
the rare disease impacts several aspects of local services in a short period of time and and 6 in 10 find it hard to manage
their health and everyday life 67% find that these services communicate

badly with each other

71n 10 54% 37%

people living with a rare disease and family declaring that their rare disease caused or reporting feeling often (19%) or very often
carers have to reduce or stop their amplified isolation from friends (18%) unhappy and depressed, compared
professional activity and 69% face income and family to 11% of the general population
decrease

Faye F., Castro R, Dubief J.,, Recognising disabilities and barriers! Key findings from a Rare Barometer survey on the

impact of living with a rare disease. EURORDIS-Rare Diseases Europe. February 2025. http://tiny.cc/RB_DailyLife_Results
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o MOST PEOPLE WITH RARE DISEASES
LIVE WITH DISABILITIES

Disability prevalence was estimated through three indicators: the Washington Group Short Set
on Functioning (WG-SS), the Global Activity Limitation Index (GALI) and a self-identification question.

'.n. ‘ people with rare diseases
live with disabilities

Faye F., Castro R, Dubief J.,, Recognising disabilities and barriers! Key findings from a Rare Barometer survey on the

impact of living with a rare disease. EURORDIS-Rare Diseases Europe. February 2025. http://tiny.cc/RB_DailyLife_Results




o THEY LIVE WITH DIVERSE AND COMPLEX DISABILITIES

People with rare diseases have difficulties Often time, they live with multiple disabilities,
in a range of activities: having difficulties in:
@
«.7. @ ﬁ 72% At least 2 activities
Seeing Hearing Walkingor
limbi
R 53% At least 3 activities

O

35% At least 4 activities

Remembering  Selfcare  Communication
or Concentrating

&



Most people with rare diseases live with invisible disabilities (45%) or with both visible and invisible
disabilities (25%):

70% 6 & “ wish there was more attention towards rare diseases like mine,

¢ progressive, unfortunately invisible, but which causes many physical problems

q 1 live with invisible that are not considered in the evaluation of the percentage of disability.”
disabilities

Person with a rare disease, Italy

Percentage of people who answered ‘an invisible disability’ or ‘both visible and invisible
disabilities’ to ‘Do you consider yourself as a person with...?" - All participants (n=9591).

L") 4 m
‘i 80% experience pain or fatigue

o Percentage of participants who responded ‘some day’, ‘most days’ or ‘every day’ to
‘In the past three months, how often did you have pain?’ or to ‘In the past three months,
how often have you felt very tired or exhausted?’ - All participants (n=9591).

/\’N 64% live with disabilities that are progressive or dynamic



o THEIR DISABILITIES ARE NOT ADEQUATELY RECOGNISED

Disability assessments 04
are not provided to all i i 57
the people with rare 1 5 27 -----------
diseases who need them: e Yes
. No, but it was No, not needed
needed or chose not to

‘Have you ever undergone a disability assessment, which aims to assess and recognise
disabilities?’ - All participants (n=9,332); answer ‘Don’t know’ was not included;
answers ‘No, but it was not needed’ and ‘No, | chose not to” were grouped.

Among those who were submitted to a disability assessment, 1 out of 3 did not get
the results they expected, and in their opinion that was because:

r& B -l% Their disabilities were given a lower 66 1 was made to feel that, despite
NG

grade or percentage than expected being completely disabled, | was
............................................................. able to cope with my everyday life

% _ _ on my own. It is humiliating that
M 52 UG SET 0TI LT I am not believed, that | have to prove

how bad | am, that | feel as if | am
a welfare parasite.”

— They did not obtain recognition
2= 25% y €

for their disabilities Person with a rare disease, Germany




o ..AND THEY DO NOT RECEIVE ADEQUATE SUPPORT

53% found it difficult or very difficult to obtain publicly funded support,
and that was mostly because:

42% The application process & & | have been granted a disability

was complex or length . * .
P BHY certificate, but | still do not receive any

o kind of help. | have to work full time,
4 34% Their disabilities were not even though it affects my health, and

considered severe enough | have to force myself in my day-to-day
life to be able to lead a normal life

, n 29% They lacked information since nobody helps me.”
: about the application process Person with a rare disease, Spain
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0 PEOPLE WITH RARE DISEASES DO NOT TAKE PART
IN SOCIETY ON AN EQUAL BASIS WITH OTHERS

Most students do not fully participate in education.

Based on the school module of the Child and Adolescent Scale of Participation (CASP),
79% of the students participate in school in a somewhat limited, limited or very limited way.
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Unemployment of people with rare diseases is higher than in the general population.

ﬂl 04 of people with rare diseases Comparison: the unemployment rate in
' are unemployed the general population of the European

Union was 6.1% in 20231.




Vysledky Rare Barometer pro CR
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0 NAPROSTA VETSINA LIDI SE VZACNYM
ONEMOCNENIM ZIJE S POSTIZENIM...

i /10

lidi se vzacnym onemocnénim
Zije se zdravotnim postiZzenim




€) ... A VETSINA Z NICH Z)E S RDZNYMI
SLOZITYMI POSTIZENIMI

7 0gp ma potize alespon ve ( 9 ﬁ

dvou oblastech:

Viz SlySet  Chlze nebo  Zapamatovani Péce 0 Komunikujte
chize po nebo sebe
schodech soustredéni

0 Procento osob Zijicich se vzacnym onemocnénim, které mély «urcité obtiZe», «velkeé
obtize» nebo «vubec nic nezviadly» alespori ve dvou oblastech WGSS - vsichni dcastnici
(n=154); Sest oblasti Washington Group Short Set on Functioning (WGSS).




€) LinE Znsici SE vZACNYM ONEMOCNENIM MAJI
OBTIZNY PRISTUP K VHODNE PODPORE...

s meélo potize nebo velké potize s pristupem k pomuckam, jako je pomocna
\$d 48% peCe, domaci asistence, finan¢ni pomoc, asistencni technologie, pomucky pro
mobilitu nebo jiné verejne pomucky.

0 «Jak obtizné je pro vas ziskat pomdcky, jako je peCovatelska sluZzba, domaci asistence, financni
pomaoc, asistencni technologie, pomucky pro mobilitu atd.?» - VSichni ucastnici (n=154).




@ ... A NEGEASTNI SE SPOLEENOSTI NA
ROVNOPRAVNEM ZAKLADE.

Vétsina lidi Zijicich se vzacnym onemocnénim se setkala s diskriminaci:

" z nich se setkalo s diskriminaci souvisejici s jejich vzacnym
| 68 onemocnénim nebo postizenim v oblasti zdravotnictvi, ve Skole, v

praci nebo v pristupu k bydleni ¢i na verejna mista.

Podil osob, které na otdzku «Setkal/a jste se nékdy s diskriminaci v souvislosti se vzdcnym onemocnénim
nebo postiZzenim?» odpovédély «Ve zdravotnictvi», «Na jingch verejnjch mistech», «Ve Skolstviy, «V
zameéstnaniy, «V bydleni» nebo «Jinéy. - VSichni ucastnici (n=148); odpovédi «nevimy nejsou zahrnuty.

[4

Lidé Zijici se vzacnym onemocnénim jsou castéji nezameéstnani nez bézna populace:

ﬁ-cx 0p lidi Zijicich se vzacnym Pro srovnani: mira nezameéstnanosti v
. ~ e ” 1
—0— 1 1 onemocnénim je Cesko v roce 2023 cini 2,6%.

nezamestnanych.




European Disability Card

e iniciativa EU, kterd umoznuje osobdm se zdravotnim
postizenim snadnéjsi pristup ke sluzbdm a adaptacim v
oblasti kultury, sportu, cestovniho ruchu a volného casu
napfic staty EU.

e Karta zarucCuje uzndni statusu zdravotniho postizeni v zemich,
které se programu Géastni (napf. Belgie, Kypr, Estonsko,
Finsko, Itdlie, Malta, Rumunsko, Slovinsko a dalsi), diky tomu
drzitelé karty nemusi opakované dokazovat svuj status
zdravotniho postiZzeni v ruznych statech.

European Parking
Card for persons
with disabilities

e Cil: Posilit mobilitu a prava osob se zdravotnim postizenim na
celoevropské Urovni.

e Projekt je v pilotni fazi, ale v roce 2023 EU zahdjila diskusi o
jeho rozsifeni na vSechny Clenské staty, proces by meél byt
olne dokoncen v roce 2028.




Webindre

e Zivot s neviditelnym vzdcnym onemocnénim a zdravotnim
postizenim

e Stigmatizace pouZivani pomucek pro mobilitu a jinych
zdravotnich pomucek

e Rovny pristup k zamestnani

e Aktuality a uzitecné informace z EU




