Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

THE IMPACT OF LIVING WITH A RARE DISEASE:
BARRIERS AND ENABLERS OF INDEPENDENT LIVING
AND SOCIAL PARTICIPATION

A Rare Barometer survey

Target population : 10 July - 8 September 2024

e People living with a rare or
undiagnosed condition

e Family members of those living
with a rare disease

10,478 respondents worldwide and

9,591 in Europe

25 languages

43 countries

1,643 diseases represented
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

DASHBOARD FOR EUROPE

5/ HOW TO USE THIS DASHBOARD

In this dashboard, you will find results for every question of the Rare Barometer
survey on the opinion of people living with a rare disease on newborn screening.

Please do not use results of questions for which there are less than 30
respondents.

Please refer to Rare Barometer or add the Rare Barometer logo when using
the results.

LANGUAGES

You can change the language at the bottom left of this page and have access to
the questions and modalities as they appeared to respondents in the 25
languages of the survey.

The translation is not available for new variables that were calculated after
the questionnaire was closed and for some comments added in this
dashboard.

INFORMATION

For more information:
e contact the Rare Barometer team at rare.barometer@eurordis.org
¢ visit the Rare Barometer website at eurordis.org/voices
e visit our newborn screening-dedicated webpage: eurordis.org/rare-
barometer-survey

LIST OF CONTENTS

1. Sample information

2. Disabilities: disability rates; diversity, complexity and
severity of disabilities

3. Disability assessment and barriers

4. Independent living: public support, personal assistance and
living arrangements

5. Social participation: discrimination, employment, school
participation, community participation and social environment

MORE ON THE SURVEY

Research questions and in-depth analysis of European results are
in the full report in English: tiny.cc/survey/RB_DailyLife

Key results are available in the factsheets:
tiny.cc/RB_DailyLife_Results

Original questionnaire: tiny.cc/DailyLife_questionnaire
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https://www.eurordis.org/rare-barometer/english/
https://www.eurordis.org/rare-barometer-launches-new-survey-on-newborn-screening/
https://www.eurordis.org/rare-barometer-launches-new-survey-on-newborn-screening/
http://tiny.cc/survey/RB_DailyLife
http://tiny.cc/RB_DailyLife_Results
http://tiny.cc/DailyLife_questionnaire

Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

"‘a"' 1. SAMPLE INFORMATION

Sociodemographic characteristics,
diagnostic information
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Vypliujete dotaznik jako...?

9 591

APPAREIL_SAISIE --/60

® PC O Tablet Smartphone

--/60

Mean Median
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Vypliujete dotaznik jako...?

N
| 0soba se vzacnym onemocnénim sama za sebe 6136 sama za sebe
I Byvaly nebo zotavujici se nemocny (napf. osoba, ktera prezila B)’/\v/aly'/ nebo ZOta,VuJ;"Cv"_se nechn;'/ l 1%
123 (napr. osoba, ktera prezila rakovinu)
rakovinu)
et remomenn NN >
I Rodi¢ osoby trpici vzacnym onemocnénim 2 816 onemocnénim 0
I Prarodi¢ osoby trpici vzacnym onemocnénim 43 Prarodi¢ osoby trpici vzacnym I 0%
onemocnénim
I Manzel(ka) osoby trpici vzacnym onemocnénim 240
Manzel(ka) osoby trpici vzacnym . 30,
I Stryc/teta osoby trpici vzacnym onemocnénim 19 onemocnénim °
I Sourozenec osoby trpici vzacnym onemocnénim 82 Stryc/teta osoby trpici vzacnym 0%
onemocnénim
I Jiné, specifikujte: 132
Sourozenec osoby trpici vzacnym I 1%
TOTAL 9 591 onemocnénim
Jiné, specifikujte: l 1%
Pokud jste vybrali ,,Jiné", prosim uved'te... Jste zastupcem nemocnych, tj. zapojujete se do politickych aktivit na podporu vzacnych
onemocnéni?
N %
Osob N
[ osoba se vzacnym soba se
o vzacnym IAno 2210 Ano 23%
onemocnénim sama 6 260 65% onemocnenim
sama za sebe
2a sebe I ne 6 643
3331 35%
(parent, spouse...) Family member TOTAL 9 591
(parent, 35%
TOTAL 9 591 100% spouse...) Nevim l 8%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

N
l Zena 5 807
I Muz 1 864
fJiné 72
TOTAL 7 743

Less than 18

From 18 to 23
From 24 to 29
From 30 to 39
From 40 to 49
From 50 to 59
60 and over

TOTAL

Jste:

Zena

Muz

Jiné

Kolik vam je let?

31

138

333

1114

1833

1847

1733

7 029

1%

24%

%

0%

2%

5%

16%

26%

26%

25%

100%

75%

Kolik Vam bylo let, kdyz jste ukoncil(a) své vzdélavani? Mame na mysli Fadné, denni studium.

| 15 let nebo méné
I mezi 16 a 19 lety
| mezi 20 a 23 lety
| 24 let nebo vice
| stéle studuji

TOTAL

Less than 18

From 18 to 23
From 24 to 29
From 30 to 39
From 40 to 49
From 50 to 59
60 and over

TOTAL

450

1817

2291

2 142

848

7 548

15 let nebo
méné

mezi 16 a 19
lety

mezi 20 a 23
lety

24 let nebo vice

stale studuji

6%

11%

Kolik let je osobé postizené vzacnym onemocnénim?

1611

455

431

904

1277

1475

1537

7 690

21%
6%
6%

12%

17%

19%

20%

100%

24%

30%

28%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Countries with languages Countries with languages
N % N %
Francie 1168 14% Srbsko 69 17%
Italie 946 12% Lucembursko 50 13%
Spanélsko 858 11% Loty$sko 46 12%
N&mecko 762 9% Polsko 44 11% 2
Belgie 465 6% Ukrajina 33 8% 197
Nizozemi 429 5% Litva 32 8% 273
21
Dansko 427 5% Slovinsko 27 7% 95
Rumunsko 368 5% Kypr 24 6% 3
Turecko 368 5% Malta 24 6% 35
. 334 23
Spojene Rusko 21 5%
. ) 367 5% 1

kralovstvi Bosna a

13 3%
Finsko 338 4% Hercegovina >3
Portugalsko 274 3% Makedonie 4 1%
Svédsko 228 3% Estonsko 3 1% L
Ceska republika 154 2% Cerna Hora 3 1% 232
Recko 150 2% Island 2 1%

42
Slovensko 127 2% Andorra 1 0%
211 218
Norsko 123 2% Bélorusko 1 0% 858
125
Madarsko 114 1% Lichtenstejnsko 1 0%
24
Chorvatsko 104 1% Moldavsko 1 0%
Irsko 91 1% Monako 1 0% >4
Svycarsko 87 1%
Rakousko 77 1%
10y I Jak
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Ve které zemi zijete?

21
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Vyberte prosim vétu, ktera nejlépe vystihuje vasi situaci nebo situaci osoby, o kterou se starate:

N

I Zndm NAZEV vzacného onemocnéni, syndromu nebo malformace a toto onemocnéni bylo
POTVRZENO pfislusnymi genetickymi, klinickymi, Iékarskymi zobrazovacimi, molekularnimi nebo 8 624
biochemickymi testy (napf. biopsii, rozborem krve nebo testem z moci)
I Znédm NAZEV vzacného onemocnéni, syndromu nebo malformace, avéak toto onemocnéni zatim
NEBYLO potvrzeno prislusnymi genetickymi, klinickymi, 1ékafskymi zobrazovacimi, molekularnimi 456
nebo biochemickymi testy
| Mdm pouze DILET informace o nézvu vzacného onemocnéni, o jeho typu nebo o genu, ktery toto L84
onemocnéni zplisobuje

L , L. L, i " , .y @ Znam NAZEV vzacného onemocnéni, syndromu nebo malformace a toto onemocnéni bylo POTVR...
I Vim, ze dané onemocnéni je vzacneé, ale jeho nazev nebo priCina zatim NEBYLY ZJISTENY 242 , . L, . . . . ., ,

@® Znam NAZEV vzacného onemocnéni, syndromu nebo malformace, avéak toto onemocnéni zatim ...
I Jiné, specifikujte: 84 ® Mam pouze DILCi informace o nazvu vzacného onemocnéni, o jeho typu nebo o genu, ktery toto ...
TOTAL 0590 o Vim’, Ze da-n-é o_nemocnéni je vzacné, ale jeho nazev nebo pFicina zatim NEBYLY ZJISTENY
® 1Jiné, specifikujte:
This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
Pamatujete si, kdy jste poprvé slyseli/kdy jste se poprvé dozvédéli NAZEV vzacného onemocnéni, Pamatujete si, jak je to dlouho, kdy byl nazev vzacného onemocnéni, syndromu
syndromu nebo malformace? nebo malformace POTVRZEN pFislusnym genetickym, klinickym, lékaFskym, zobrazovacim,
molekularnim nebo biochemickym vysetienim (napf. biopsii, vySetfenim krve nebo moci)?
N 7
Méné 7% N
I Méné nez 6 mésict 43 nez 6 mésicl Méné . 9%
i I Méné nez 6 mésict 739 neZ 6 mésicll
I 6 az 23 mésicu 76
6 az 23 mésicd . 12% 6 az 23 mésicl 1 001 . "
I 2224 roky 140 I 6 az 23 mésicl . 12%
| 2az 4 roky 1502
I 5 a vice let 362 y 539,
2 az 4 roky ° I 5 a vice let 5 366 2 az 4 roky - 17%
TOTAL 621
TOTAL 8 608

5 a vice let
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

orphacode Orphacode associated nomenclature (english) Orphacode associated nomenclature (english) Orphacode associated nomenclature (english)
N N N

Hypermobile Ehlers-Danlos syndrome 243 Alpha-1-antitrypsin deficiency 44 Gaucher disease 29

4 Hereditary hemorrhagic telangiectasia 241 Wilson disease 43 Osteogenesis imperfecta 28
Addison disease 127 Arnold-Chiari malformation type I 41 Acromegaly 27
Myasthenia gravis 112 Diffuse cutaneous systemic sclerosis 40 Huntington disease 27
Sarcoidosis 107 Primary biliary cholangitis 39 Large congenital melanocytic nevus 27
Neurofibromatosis type 1 106 Duchenne muscular dystrophy 38 Neuromyelitis optica spectrum disorder 27
Primary sclerosing cholangitis 96 Idiopathic achalasia 38 Prader-Willi syndrome 27
22q11.2 deletion syndrome 68 Monosomy 5p 38 Ataxia-telangiectasia 26
Autoimmune hepatitis 67 Amyotrophic lateral sclerosis 37 Cushing disease 26
Cystic fibrosis 67 Chronic primary adrenal insufficiency 36 Non-acquired panhypopituitarism 26
Phenylketonuria 65 Fabry disease 35 Systemic lupus erythematosus 26
Williams syndrome 60 Idiopathic pulmonary arterial 35 Lupus erythematosus panniculitis 25
Systemic sclerosis 52 hypertension
Marfan syndrome 51 Pulmonary arterial hypertension 35
Friedreich ataxia 50 Autoimmune polyendocrinopathy type 1 34
Tuberous sclerosis complex 50 Familial Mediterranean fever 33
Classical Ehlers-Danlos syndrome 49 Chronic inflammatory demyelinating -
Common variable immunodeficiency 48 polyneuropathy
Hereditary spastic paraplegia 48 Granulomatosis with polyangiitis 32
Facioscapulohumeral dystrophy 46 Angelman syndrome 31
Behiget disease 45 Perineural cyst 30
Primary lymphedema 45
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Orphanet classification of rare diseases (one disease can be classified in several categories) tableexterne("ERNs_2024.txt",orphacode,"ePAG")
Developmental anomalies during
2 I, 2 372
skin diseases [ N MDD : >5°
Ophthalmic discases NS 1 323 MetabERN [ 7
Endocrine diseases [ NG ©13 vascern [ s::

Circulatory system diseases _ 837

Inborn errors of metabolism | NN 653
Bone diseases N NI 625 nvo [T 373
Neoplastic diseases | EGzGD 616 EPICARE _ 335
Renal diseases _ 615
Hepatic diseases | D c02
Respiratory diseases | N ENEEID 501 wng [ 32:
Cardiac diseases | D 490 Liver _ 301
Infertility - 366
endo [ 157
Systemic or rheumatologic diseases [ 320
Immunological diseases [ 284 euroGEN [ 147
Hematological diseases - 274 GENTURIS - 133
Gastroenterological diseases [ 229
reconneT [ 131
Gynecologic/obstetric diseases - 224
Cardiac malformations [l 192 sonD [ 124
Otorhinolaryngologic diseases - 161 Heart - 114
Abdominal surgical diseases [JJ 108
ernica [ o5
Urogenital diseases [ 99
Surgical maxillo-facial diseases [} 89 RND - 89
Odontological diseases B 85 EuroBloodNet . 85
Systemic or rheumatologic diseases ' 69
of childhood Skin . 73
Teratologic disorders 6
Ophthalmic disorders 3 CRANIO I 15
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

tableexterne("European Federations.txt",orphacode,"european_federation")

HHT Europe

NF Patients United

Federation of European
Scleroderma Associations
European Myasthenia Gravis
Association

PHA Europe (Pulmonary Arterial
Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network

22Q11 Europe

European Society for
Phenylketonuria

OIFE - Osteogenesis Imperfecta
Federation Europe

CF Europe

European Federation of Williams
Syndrome

European Federation for
Hereditary Spastic Paraplegia
European Tuberous Sclerosis
Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst

—
w
w

[ay
w
ul

—
N
[&)]

[a
N
w

-
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o

113
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N
N
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N

w
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w
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w
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w
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tableexterne("European
Federations.txt",orphacode,"european_federation"

HHT Europe
NF Patients United

Federation of European

Scleroderma Associations

European Myasthenia Gravis

Association

PHA Europe (Pulmonary Arterial

Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network
22Q11 Europe

European Society for

Phenylketonuria

OIFE - Osteogenesis Imperfecta

Federation Europe
CF Europe

European Federation of Williams

Syndrome

241

135

133

126

123

114
113
97
96
75

74

74

68

67

60

%

15%

8%

8%

8%

8%

7%

7%

6%

6%

5%

5%

5%

4%

4%

4%

tableexterne("European
Federations.txt",orphacode,"european_federation")

European Federation of Williams

Syndrome

European Federation for Hereditary

Spastic Paraplegia

European Tuberous Sclerosis

Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst

60
54

50

49
46
38
38
37
37

30
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14%
12%

11%

11%
10%
9%
9%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

A 2. DISABILITIES

Disability rates; diversity, complexity
and severity of disabilities
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

The Washington Group Short Set on functioning assesses the

difficulty experienced by people living with rare diseases in doing The Global Activity Limitation Index (GALI) measures disability People living with rare diseases were asked if they
. o . . . Lo through activity limitations that an individual experienced in the last 6 perceive themselves as living with a disability, be it
six activities: seeing, hearing, walking or climbing steps,
months or more due to a health problem. invisible, visible or both.

remembering or concentrating, self-care, communication.

P - s v _ s » ~ = p . Jui 2
Omezoval vas v uplynulych 6 a vice mésicich néjaky zdravotni Povazujete se za osobu...?

problém pfi provadéni ¢innosti, kterym se lidé obvykle vénuji?

Rekl/a byste... o
WG-SS2 N /o
N % v With disability 8 030 88%
N % ., L
v With disability 7 790 83% S viditelnym postizenim 1626 18%
With disability 8 351 87% L , N
ano, vazné& omezen(a) 2 964 31% S neviditelnym postizenim 4 107 45%
Without disability 1 240 13% - 2 R - z
ano, omezen(a), ale ne vazné 4 826 51% S viditelnym i neviditelnym... 2 297 25%
TOTAL 9 591 100% _ o
v Without disability 1652 17% v Without disability 1 068 12%
ne, neomezen(a) 1652 17% Bez postizeni 1068 12%
TOTAL 9 442 100% TOTAL 9098 100%
WG-SS2
Omezoval vas v uplynulych 6 a vice mésicich néjaky zdravotni PovaZujete se za osobu...?

problém p¥i provadéni ¢innosti, kterym se lidé obvykle vénuji?
Without disability 13%
Without disability 12%
Without disability - 17%
@ S viditelnym postizenim

@ s neviditelnym postizenim

@® ano, vazné omezen(a) @ ano, omezen(a), ale ne vazné S viditelnym i neviditelnym postizenim
@® ne, neomezen(a) @ Bez postizeni
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Washington Group Short Set (WG-SS)

https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Mate problémy s VIDENIM, pFestoZe nosite bryle? Rekl/a byste... Mate problémy se SLUCHEM, prestoze pouzivate sluchadlo/a? Rekl/a byste...
N % oy . N % .
Nemuzu je o Nemuzu je
oy o 9 X 1% o v 0%
I Nem{zu je vibec vubec delat I Nem&zu je vibec viibec délat
da| 98 1% 38 0%
élat : - délat . 4
Mam velké . 8% ela Mam velké l 30,
. . problemy . . . problémy
I Mam velké 58 8% | Mam velké problémy 326 3%
o s v . . V. .
blé Mam nejake ; ., B Mam nejake
problemy problémy 33% | Mam né&jaké problémy 1544 16% problémy 16%
| Mam né&jaké R E1R 1
, 3 200 33% Nemém adné 5o, Nemam zadne 2 683 80% Nemém Z4dné S0
problémy problémy ° problémy problémy °
These questions were only asked to people with difficulty.
Je tento problém...? Je tento problém...?
N N %
. Trvaly 43% .
I Prechodny (objevuje se pii akutnich I zhorsujici se 498 26%
epizodéch, opakujicich se krizich nebo 1196 PFechodny (ob.. - 29% . S Zhorsujici se - 26%
l Prechodny (objevuje
SEElED) se pri akutnich epizodach, o8 269
Vo Suifel 4 s N , .
I Zhorsujici se 1036 Zhorsujict se - 25% opakujicich se krizich nebo ’ Prechodny (obj... - 20%
I ziepsujici se 108 recidivach)
Sriflel 0, v s s
TOTAL 4100 ZlepSujici se l 3% I Zlepéuijici se 34 2% Zlepsujici se I 2%
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Washington Group Short Set (WG-SS)

https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Mate problémy s CHUZI nebo CHUZI DO SCHODU? Rekl/a byste... Mate problémy s PAMETE nebo SOUSTREDENIM? Rekl/a byste...
N . o N
Nemdzu je vibec - 9% Nemizu je l o
I Nem&zu je vibec délat 827 délat I Nemiizu je vibec » vibec délat 3%
4

problémy i i problémy

| Mam né&jaké problémy 3447 I Mam velké -
Mam néjaké < Mam néjaké
Nemam z&dné problémy 3 166 problémy 36% problémy probI:]é y 41%

oL I Mam n&jaké
TOTAL 9 591 Nemam >adné 33% ) 3910 Nemam zadné 399

problémy problémy problémy °

These questions were only asked to people with difficulty.
Je tento problém...? Je tento problém...?
N N
I PFechodny (objevuje I Pfechodny (objevuje
se pfi akutnich epizodéch, Prechodny (obj... - 25% se pfi akutnich Prechodny (obj... _ 37%
1 580
opakujicich se krizich nebo epizodach, opakujicich 2133
recidivach) Zhorsujici se _ 31% se krizich nebo Zhorsujici se - 21%
I zhorujici se 1976 recidivach)
[ Zlepéuijici se 361 Zlepéuijici se 6% I Zhorgujici se 1210 Zlepéuijici se 4%
AT Al ~ Am~ I 7|Pn§l]i|’(‘|’ se 254
1y ek
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Washington Group Short Set (WG-SS)

https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Mate problémy se SEBEPECI, jako je umyvani se nebo oblékani? Rekl/a byste... Mate p¥i pouziti béZného jazyka problémy s KOMUNIKACI, nap¥. abyste rozumél/a nebo aby jini
rozuméli vam? Rekl/a byste...
N O v . o
5 . ) NemiZu je viibec . 8% N o
I Nem@zu je vibec délat 766 delat Nemuzu je l 3%
) ) ) ) , | Nem&izu je vibec délat 287 vubec delat
| Mam velké problémy 989 Mam velké - 10% " e
o , problémy | Mam velké problémy 814 am verke . 8%
I Mam néjaké problémy 2 783 problemy
Mam néjaké Mam néjaké problémy 2093 . Kiald
Nemam zadné problémy 5053 problémy 29% I Mam neJ,ake 22%
i i s z problémy
Nemam zadné problémy 6 397
TOTAL 9 591 Nemam iéldné 53% Nemam zadné 67%
problémy TOTAL 9 591 problémy °
These questions were only asked to people with difficulty.
Je tento problém...? Je tento problém...?
N N
| Trvaly 1926 Trvaly 42% | Trvaly 1294 Trvaly _ 40%
I Prechodny (objevuje I Prechodny (objevuje
se pri akutnich epizodach, 08 Pfechodny (obje... - 24% se pii akutnich epizodach, . Pfechodny (ob... - 30%
11 45
opakujicich se krizich nebo opakujicich se krizich nebo
FEEINETE) Zhorsujici se - 25% FREEEIE) ZlepSujici se . 12%
I Zhorsujici se 1142 I Zlepsujici se 380
 Zlepsujici se 366 Zlepsujici se . 8% I Zhorsujici se = Zhorsujici se 18%
TOTAL 4 542 TOTAL 3199
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Washington Group Short Set (WG-SS)

https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

v="WGSS2_0_1"+"Hearing_1_0"+"Walking_1_0"+"Cognition_ Percentage of respondents who have difficulty in at least 2
activities

6 918 72%

Y Sample information : Number_difficulties_ WGSS >= 2

com_prog

6 134

¥ Sample information : Index_prog >= 1

v="WGSS2_0_1"+"Hearing_1_0"+"Walking_1_0"+"Cognition_ Percentage of respondents who have difficulty in at least 3
activities

5 086 3%

Y Sample information : Number_difficulties_ WGSS >= 3

v="WGSS2_0_1"+"Hearing_1_0"+"Walking_1_0"+"Cognition_ Percentage of respondents who have difficulties in at least 1 0/
4 activities

progressive_dynamic

¥ Sample information : Number_difficulties_ WGSS >= 4
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Washington Group Extended Set (WG-ES)

https://www.washingtongroup-disability.com/question-sets/wg-extended-set-on-functioning-wg-es/

Jak &asto jste v uplynulych tiech mésicich zazival/a BOLEST? Rekl/a byste... V uplynulych tfech mésicich, jak &asto jste se citil/a velice UNAVENY/A nebo VYCERPANY/A?
Rekl/a byste...
N
I Kazdy den 2 391 Kazdy den _ 27%
: | kazdy den 2 499
Vétsinu dni 1589 o ,
vesina o [ 7 I veinu cn 2 669 pe—_— B
J Nékteré dny 3639
L . | Nékteré dny 3 564
| Nikdy 628
Nechci odpovédét 59 .
Nikdy 17% Nechci Nikdy 7%
TOTAL 9 251 - 40
. odpovédét
Nechci Nechci
o)
odpovédét 1% TOTAL 9 399 odpovédét 0%
V uplynulych tfech mésicich, jak ¢asto jste se citil/a velice UNAVENY/A nebo VYCERPANY/A? Rekl/a byste...
N
I Pain or fatigue 7 693
Pain or fatigue 80%
I No pain nor fatigue 1898
TOTAL 9 591

No pain nor fatigue 20%
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https://www.washingtongroup-disability.com/question-sets/wg-extended-set-on-functioning-wg-es/

Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

@ 3. DISABILITY RECOGNITION

Disability assessment and barriers
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Podstoupil/a jste nékdy posouzeni zdravotniho postiZzeni, jehoz cilem je posoudit a rozpoznat zdravotni postizeni?

N %
) L NE, ale je/bylo zapotrebi - 15%

I NE, ale je/bylo zapotiebi 1435 15%

Il NE, ale NENI/NEBYLO zapotiebi 1878 20% NE, ale NENI/NEBYLO - 20%

zapotrebi

I NE nechtél/a jsem 655 7%

I Ano 5 364 57% NE nechtél/a jsem - 7%

TOTAL 9 332 100%

These questions were only asked to people who underwent a disability assessment.

Jaké typy odbornikll se podilely na posuzovani?

N %
I Pouze lekafi 2 164 42%
- Sy , ) Zdravotnicti pracovnici (Iékafi,
I zdravotnicti pracovnici (1ékati, zdravotni sestry, terapeuti...) L 742 349 zdravotni sestry, terapeuti...) _ 349,
74 4% , S o
a pracovnici mimo zdravotnictvi (socidlni pracovnici...) a pracovnéu mlrlno ZdraVOtf"_CtV)'
socialni pracovnici...
| Nékolik zdravotnickych pracovnikd (Iékafi, zdravotni sestry, 979 190 N&kolik zdravotnickych pracovnikd _ 19%
7 % iy . - o
terapeuti...) (Iékari, zdravotni sestry, terapeuti...)
[ Nelékaisky personél najaty soukromymi spole¢nostmi 168 3% NelékaFsky personal najaty 3%
soukromymi spole¢nostmi
I 5iné, specifikujte: 106 2%
TOTAL 5159 100% Jiné, specifikujte: 2%
17y AR

- . ()
MW—. Jk
Barometer EURURD'S

OIS ¥ INTIA RARE DISEASES EUROPE




Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

These questions were only asked to people who underwent a disability assessment.

Bylo Gicelem posouzeni zdravotniho postiZzeni ziskat...?

Status zdravotni nezpUsobilosti,

N % o ,
~prukaz pro osoby se zdravotnim
I Status zdravotni nezplsobilosti, ,priikaz pro osoby se postlz_enlm nebo byt zapsan/a
jako osoba se zdravotnim
zdravotnim postizenim" nebo byt zapsan/a jako osoba 1157 70% postizenim
) o Dalsi penézni davky pro osoby 34%
se zdravotnim postizenim se zdravotnim postizenim ?
I Dalsi penézni davky pro osoby se zdravotnim ; o ;

L. 565 34% Mobilni pomucky, pomocné 329
postizenim technologie nebo zafizeni ’
I Mobilni pom{cky, pomocné technologie nebo zafizeni 533 32%

, Invalidni ddch 29%
I nvalidni dtichod 476 29% nvalidni duchod _ 9%
| Pizplsobeni zaméstnani nebo vzdélani 364 22% v o . N
Prizpusobeni zamestnani - 229
| Diichod z divodu trvalé pracovni nezplsobilosti 307 19% nebo vzdelani
I Osobni asistence 271 16% Dichod z dlivodu trvalé pracovni 19%
) o oo nezpUsobilosti ?
I Podpora na adaptaci v domacim prostredi
234 14%
nebo dostupnost bydleni .
Osobni asistence 16%
I Doporuceni dalSich komunitnich sluzeb 180 11%
l Jiné, specifikujte: 140 8% Podpora na adaptaci v domacim
7 Y , 14%
prostredi nebo dostupnost bydleni
I Nevim 6 0%
I Dlichod pro ¢&leny rodiny s povinnostmi pecovatele 149 9% Doporuceni dalsich komur;lznilzg 11%
TOTAL 1 651

Jiné, specifikujte: %

(0] .

Nevim 0%

Dtichod pro ¢&leny rodiny s

. I 9%
povinnostmi pecovatele

70%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

These questions was only asked to people who underwent a disability assessment.

Byl/a jste v priibéhu posuzovani pozadan/a, abyste poskytl/a informace o...?

N %
I zdravotnim stavu (IékaFské vySetieni nebo zpréavy) 5128 97% nebo zpravy)
y i o
I Potfebé péce a podpory 2 834 53%
[ Finan¢nich zdrojich 1524 29% PotFebé péce a podpory _ 53%
I 5iné, specifikujte: 155 3%
Financnich zdrojich _ 29%
TOTAL 5 306
Jiné, specifikujte: ' 3%
Kolik posouzeni zdravotniho postiZzeni jste podstoupil/a? Ziskal/a jste na konci posuzovani zdravotniho postiZeni pfistup k oéekdvanym praviim
a podpofie?
N
i L N
| vice ne? jedno posouzeni 3268 Vice nez jedno 61% Ne - 16%
posouzeni l Ne 872
I Jedno posouzeni 2 089

I Castecny pristup 2553 Césteény pFistup

TOTAL 5 357
- .
TOTAL 5 380 PIny pfistup 36%

47%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to people who

. . Byl vysledek posouzeni takovy, jak jste ocekaval/a?
underwent a disability assessment

N %
I Ano 3512 69%

This question was only asked to people who answer NO.

Podle vaseho nazoru, bylo to proto, ze...?

N % . e,
I Bylo pfitazeno nizéi procento nebo stupefi postizeni, nez jsem otekaval/a 977 61% stupen postizeni, nez jsem ocekaval/a
I Obtize pfi praci nebo provadéni kazdodennich c¢innosti byly podhodnoceny 748 47% Obtize pfi praci nebo provadéni
I Schopnost pracovat nebo provadét kazdodenni Cinnosti byla podhodnocena 541 34% podhodnoceny
o ; ] ] Schopnost pracovat nebo provadét
IToto vzacné onemocnéni nebylo na seznamu onemocnéni s narokem kazdodenni &innosti byla _ 34%
513 32% dhod
na davky . podhodnocena
Toto vzacné onemocnéni nebylo
I Postizeni nebylo uznano 406 25% na seznamu onemocnéni s narokem _ 32%
na davky
Byl odepren pfistup k potfebné podpore 342 21% . .
I Y pren pristup k potr podpor ° PostiZzeni nebylo uznano _ 25%
I 5iné, specifikujte: 149 9%
; Byl odepren pfistup k potfebné 219
I Nevim 13 10/0 podpoFe 0
TOTAL 1 607

9%

Jiné, specifikujte:

Nevim 1%




Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

These questions were only asked to people who underwent a disability assessment.

Satisfaction with Disability Assessment Process

N % . . ..
Tim, jakeé znalosti ohledné vzacného
[l Tim, jaké znalosti ohledné vzacného onemocnéni méli a jaké porozuméni onemocneni meli a jake porozumeni 53%
1 665 53% projevovali lidé, kteri provadeli
projevovali lidé, ktefi provadéli posuzovani posuzovani
I Tim, jak byly vyhodnoceny vase potreby 1345 43%
Tim, jak byly vyhodnoceny vase 43%
I Tim, jak se k vam lidé provadéjici posuzovani chovali 1073 34% potfeby
I Tim, jak byly zjitovany a zvaZovany vase nazory v prib&hu procesu 1 002 32%
I Nemeél/a Zadné potiZze, ani nebyl/a nespokojeny/a 837 27% Tim, jak se k vam lidé provadé&jici 34%
posuzovani chovali
I PoZzadovanymi informacemi a dokumenty 658 21%
I Snadnosti procesu Zadosti 626 20%
Tim, jak byly zjistovany a zvazovany 320,
TOTAL 3 150 vade nazory v pribéhu procesu °

Nemél/a Zzadné potize, ani nebyl/a

(o)
nespokojeny/a 27%

21%

Pozadovanymi informacemi a
dokumenty

Snadnosti procesu zadosti 20%

]

¥ Sample information : PATIENTvsCARER among "Osoba se vzdcnym onemocnénim sama za sebe
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

4. INDEPENDENT LIVING

Public support, personal assistant,
living arrangements
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Vyuzivate v soucasné dobé...?

N %
° . e o 0,
I Mobilni pom{cky, pomocné technologie nebo zafizeni 1024 17% .
Mobilni pomucky, pomocné 179
I Dalsi penézni davky pro osoby se zdravotnim postizenim 855 14% technologie nebo zarizeni °
| Dichod z diivodu trvalé pracovni nezplsobilosti 719 12% o
DalSi penézni davky pro osoby - 14%
I Piizplsobeni zaméstnani nebo vzdélani 443 7% se zdravotnim postizenim
I Upravy bydleni nebo p¥ispévek na bydleni 395 6% o o A B
Duchod z duvodu trvalé pracovni - 12%
I Osobni asistence 303 5% nezpusobilosti
o v . . . v 0,
I Duchod pro cleny rodiny s povinnostmi pecCovatele 120 2% PHizplisobeni zamé&stnani - o
I Nemam #adné davky 3205 52% nebo vzdeélani
I 3iné, specifikujte: 347 6% Upravy bydleni nebo pfispévek na - 6%
TOTAL 6 194 bydleni

Osobni asistence

3
ES

Dtlichod pro ¢&leny rodiny s
povinnostmi pecovatele

6%

2
X

Jiné, specifikujte:

¥ Sample information : PATIENTvsCARER among "Osoba se vzdcnym onemocnénim sama za sebe”
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

Jak tézké je pro vas ziskat statni podporu napf. na osobni péci, pomoc v domacnosti, financni podporu, pomocné
technologie, mobilni pomiicky apod.?

I veimi t&zké
| Teike
| Ani t&zké, ani snadné
| snadné
Velmi snadné
Neplati pro mé

TOTAL

2 358

2 598

1744

431

89

2 088

9 308

%

25%

28%

19%

5%

1%

22%

100%

Velmi tézké

Tézké

Ani tézké, ani
snadné

Snadné

Velmi snadné

Neplati pro mé

25%

19%

;-

1%

22%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

S jakymi prekazkami se setkavate pFi ziskavani podpory nap¥. na osobni péci, pomoc v domacnosti, finanéni podpory, pomocnych technologii, mobilnich pomiicek apod.?

N
I Postizeni se nepovazovalo za dostatecné zavazné 2421
I Nedostatek informaci o procesu 2 038 Postizeni se n(?pcvnva’zovvalg 34%
za dostatec¢né zavazné
[ vzécné onemocnéni nebylo na seznamu onemocnéni s narokem na davky 1977
I Podpora nebo sluzby v tomto regionu/zemi existuji, ale je zde nedostatek lidskych zdrojt 1970 Nedostatek informaci o procesu _ 29%
I Potiebna podpora nebo sluzby jsou v tomto regionu/zemi nedostupné 1079
Il Nebyla spinéna kritéria zplsobilosti (vék, bydlidt&, statni prisludnost, zaplacené platby Vzacne onemocneni nebylo
982 na seznamu onemocnéni s narokem 28%
na pojisténi, prekroceni hranice prijmu) na davky
[ Potize p¥i poskytnuti pozadovanych zdravotnich doklad® (zdravotni zaznamy, diagnéza) 945 Podpora nebo sluzby v tomto
, jici Zné i imi regionU/Zemi eXIStUJI,/ ale Je Zde — 280/0
I Obavy tykajici se mozné diskriminace 930 nedostatek lidskych zdrojd
I Nediagnostikovan/a a proto bez naroku na davky 305
) Potfebna podpora nebo sluzby jsou 15%
I 3in¢, specifikujte: 613 v tomto regionu/zemi nedostupné 0
TOTAL 7 042 Nebyla splnéna kritéria zplsobilosti
(vék, bydlisté, statni prislusnost,
A IV 14%
zaplacené platby na pojistéeni,
prekroceni hranice prijmu)
PotiZze pfi poskytnuti pozadovanych
zdravotnich dokladd (zdravotni - 13%
zaznamy, diagnodza)
This question was only asked to people who didn't find it very easy Obavy tykajici se mozné diskriminace - 13%

to obtain state support.

Nediagnostikovan/a a proto
bez naroku na davky

Jiné, specifikujte:
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Mate osobniho asistenta / osobni asistentku, ktery/a vam pomaha, abyste mohl/a zit samostatné?

N

IAno 1112 Ano - 12%
I NE, ale je/bylo zapotrebi 1 845

i NE, ale je/bylo 20%
I NE, ale NENI/NEBYLO zapotiebi 5483 zapottebi °
I NE nechtél/a jsem 818

NE, ale NENI/NEBYLO 599,

TOTAL 9 258 zapottebi °

NE nechtél/a jsem . 9%

This question was only asked to people who have a personal assistant.

Co z nize uvedeného pro vas plati?

o, 4 v . . sy
N /o Clen vasi rodiny fungoval jako vas
C Si i j 1S i i S i OSOan’ aSIStent / Vaée OSOanI _
I Clen vasi rodiny fungoval jako vas osobni asistent / vase osobni

. . asistentka
stentk 755 66% Mé&l/a jste moznost zamtéstnat
asistentka osobniho asistenta / osobni _ 28%
I Mél/a jste moZnost zaméstnat osobniho asistenta / osobni asistentku a ?Iat|t ho/J,' ze Zd':OJU
315 28% poskytovanych statnimi organy.
asistentku a platit ho/ji ze zdroj& poskytovanych statnimi orgény. Me€l/a jste moznost si vybrat
osobniho asistenta / osobni 21%
| Mé&i/a jste moznost si vybrat osobniho asistenta / osobni asistentku
) 244 21% Mél/a jste osobniho asistenta /
asistentku osobni asistentku placeného - 12%
I Mél/a jste osobniho asistenta / osobni asistentku placeného z verejne sluzby
137 12% . Ve .
. Byl vém pridélen osobni -
z verejné sluzb S 9
) Y asistent / osobni asistentka 8%
I Byl vam pridélen osobni asistent / osobni asistentka 92 8%
I Jiné, specifikujte: 55 5% Jiné, specifikujte:
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

These questions were only asked to people who have a personal

assistant.
Kolik hodin osobni asistence denné v soucasné dobé ma? How many days of personal assistance do they currently have per week?
Mean Mean
Kolik hodin osobni asistence denné v soucasné dobé ma? How many days of personal assistance do they currently have per week?

’ 4

Median Median
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

These questions were only asked to people who have a personal

assistant.
Jste spokojeny/a s poc¢tem hodin osobni asistence? S jakymi ikony vam osobni asistent / osobni asistentka v soucasné dobé pomaha?
N % N %
Velmi 29 ci Dréa )
I velmi nespokojen/a 108 12% nespokojen/a 12% | Doméci préce 424 76% Domaci prace 76%
I Nespokojen/a 92 10% I Osobni péce 309 56%
I Ani spokojen/a, ani Nespokojen/a - 10% [ vychazky do spole¢nosti 308 55% Osobni péce - 56%
195 21%
nespokojen/a I Transportation from or to
Ani spokojen/a, 274 49% Vvchazk
I spokojeny/a 324 35% ani 21% your house ychazky 55%
; do spolecnosti
. . nespokojen/a - L
Velmi spokojen/a 205 22% I Mobilita v misté
S Transportation
0,
TOTAL 924 100% Spokojen/a 35% (premistovani z/do postele, 204 37% from or to your - 49%
z jedné polohy do druhé) house
Velmi I Zdravotni péce 193 35%
K veimi 22% Mobilita v mist... 37%
spokojen/a [ Na pracovitti 25 5%
I Ve skole 23 4%
Zdravotni péce - 35%
I Mimoskolni ¢innosti 14 3%
I Jiné, specifikujte: 70 13%
Na pracovisti I 5%
TOTAL 555
Ve skole I 4%
Mlmvgskoln! I 3%
cinnosti
Jiné, specifikujte: . 13%
1y AR,
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to people who have a personal assistant.

Jak tézké jsou pro vas zalezitosti spojené s osobnim asistentem / osobni asistentkou (zjednani, vedeni, placeni)?

N %
I velmi t&zké 62 14%
I rske o4 21% rezce | -
Civwl . o
[ snadné 64 14%
I Velmi snadne 58 13%
I Nevim 0 0% Velmi snadné _ 13%
TOTAL 457 100%

Nevim 0%

Jaké typy vyzev jsou s osobnim asistentem / osobni asistentkou spojené?

N %
l Nic z uvedeného 456 45%, Osobni asistent / osobni asistentka je
Casto neschopny/a prace, a v jeho _ 179%
I Osobni asistent / osobni asistentka je ¢asto neschopny/a prace, a v jeho nepritomnosti za ného/ni neni °
167 17% L B g ﬂ
nepfitomnosti za ného/ni neni ndhrada Osobni asistent / osobni asi¥t8RtkE _ 16%
nema odpovidajici Skoleni
I Osobni asistent / osobni asistentka nema odpovidajici Skoleni 163 16% Osobni asistent / osobni asistentka _ 14%
I Osobni asistent / osobni asistentka se ¢asto méni 144 14% se casto meni
Je téZké udrzet motivaci osobniho _ 149
I Je tézké udrzet motivaci osobniho asistenta / osobni asistentky 140 14% asistenta / osobni asistentky 0
I Osobni asistent / osobni asistentka nechce provadét vsechny ukony 107 11% Osobni aS|stentl/ 9sot3n| aS|stfantka _ 11%
nechce provadéet vSechny ukony
I Je t&2ké si v ptitomnosti osobniho asistenta / osobni asistentky udrzet hranice 107 11% Je tezke si v pritomnosti osobniho
asistenta / osobni asistentky udrzet _ 11%
I Osobni asistent / osobni asistentka ne vzdy akceptuje prani 82 8% L . hranice
Osobni asistent / osobni asistentka ne - 8%
[ 3iné, specifikujte: 168 17% vzdy akceptuje pFani
TOTAL 1 006 Jiné, specifikujte: _ 17%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to people who do not have a personal assistant but need one.

U kterych ukont byste potieboval/a asistenci? Proc¢ nemate osobniho asistenta / osobni asistentku?
N % N %
| bomaci prace 1219 68% Domaci prace _ I Nespinil/a jsem pozadavky
Nesplnil/a jsem... 31%
| vychazky do spolegnosti 919 51% o na piistup k osobnimu asistentovi 349 31%
I Transportation from or to do spolecnosti
904 51% oz .. . , 0
your house Transportation [ Proces Zadosti je nejasny 274 24% » N
A o o
I Osobni péce 858 48% house 175 16% nejasny
;i asistenci
I Zdravotni péce 693 39%
5 Osobni péce _ 48% I Zadal/a jsem, ale Zadost byla
I Ve skole 419 23% ’ 115 10% Zemé/region
zamitnuta 4 bni 0
| Mimogkolni &innosti 418 23% 5 nema osobni 16%
Zdravotni péce - 39% I Zadal/a jsem, ale stale ¢ekam 81 7% asistencl
I Mobilita v misté
Ot B ] Jiné, specifikujte: 301 27%
(premistovani z/do postele, 379 21% - I ! peciiikuy ¢
o, , Ve gkole 23% Zadal/a jsem, ale
z jedné polohy do druhé) TOTAL 1119 /iéJdost byla 10%
I Na pracoviiti 239 13% o zamitnuta
Mimoskolni - 239
I 5iné, specifikujte: 175 10% cinnosti
TOTAL 1789 Z7adal/a isem, ale
Mobilita v mist... - 21% ada é?ajlz el 7%
Na pracovisti . 13%
Jiné, specifikujte: 27%
Jiné,
10%
specifikujte: . 0%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Bydlite... Jste spokojeny/a se soucasnym stavem vaseho bydleni?

N N Velmi
I s rodinou 7 614 | veimi nespokojeny/a 1134 nespokojen/a
I sama 1624 Sama - 17% I Nespokojen/a 569 Nespokojen/a - 6%
I Residential institution 143 . ) l Ani spokojen/a, ani nespokojen/a 1342 . .

Residential 1% Ani spokojen/a, - 14%
[ V byté s podp&rnymi sluzbami 63 institution |l spokojen/a 3020 ani nespokojen/a
I Jiné, specifikujte: 147 V byté s podpd... 1% Velmi spokojen/a 3221 Spokojen/a 33%
TOTAL 9 591 TOTAL 9 286
Jiné, . .
specifikugzsz | 2% Velmi spokojen/a 35%

This question were only asked to people that consider themselves as living with

disabilities.

This question were only asked to people that are not very satisfied of their current

living arrangements.

Travite nejvétsi cast dne...?

Dal/a byste prednost bydleni...?

N N
1&imi & -
| sama 1614 | sama 1225
Sama - 20%
I v komunité s rbznymi lidmi Sama - 229 J v byt& s podp&rnymi sluzbami 384
se zdravotnim postizenim 1262 I V men&im bytovém domé o\/ byté
) . 98 s podpurnymi l 6%
i bez ného - se samostatnym pokojem sluzbami
&ini lid i : V komunité s r.. 17%
l S dalSimi lidmi se zdravotnim HonEni H T
o 197 I V rezidenénim zafizeni 18 V men&im bytov.. I 20/,
postizenim se sdilenym pokojem U residentni
S dalSimi lidmi rezidencnim
TOTAL 7 216 <e zdravotnim I 3% I Jing, specifikujte: 427 zafizeni o
postizenim se sdilenym
TOTAL 6 056 pokojem

Jiné, specifikujte: . 7%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

mimn o o0iAL PARTICIPATION

Discrimination, employment, school
participation, community
participation, social environment
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Zazil/a jste nékdy diskriminaci v souvislosti se vzachym onemocnénim nebo zdravotnim postizenim?

N %
v || Yes 5270 58%

I Pfi zdravotni péci 2234 24% Yes 58%
I V jiném verejném zarizeni (hotel, restaurace, doprava, muzea, atd.) 2158 24%
I Pii vzdéiavani 1 850 20%
I v zaméstnani 1822 20%
I v bydieni 506 6%
I 3iné, specifikujte: 454 5% Nikdy 42%
I In the social environment (family, friends...) 83 1%

I Nikdy 3860 42%

TOTAL 9126 ® Yes @ Nikdy

Zazil/a jste nékdy diskriminaci v souvislosti se vzachym onemocnénim nebo zdravotnim postizenim?

o
I Nikdy 3860 42%
I Pri zdravotni péeci 2234 24% Fi zdravotni peci o
jnem veremem zazent cotaurace, daprava, muzes, sto; NN -
IV jiném verejném zatizeni (hotel, restaurace, doprava, muzea, atd.) 2 158 249, restaurace, doprava, muzea, atd.) o

N %

I v zaméstnani 1822 20%
I v bydieni 506 6%

. e i 6%
I Jiné, specifikujte: 454 5% V bydleni - ?
I In the social environment (family, friends...) 83 1% Jiné, specifikujte: 5%
l Nevim 25 0% In the social environment (family, ' 19

friends...) °

TOTAL 9 150

Nevim | 0%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

mimn o £)PLOYMENT

Employment and unemployment
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Jaka je vase soucasna situace?

N %
o)
I Zameéstnany(a) (nebo zaméstnan/a na castecn... 2 329 44%
Unemployed or cannot work because 9%

I Osoba samostatné vydéle¢né ¢inna 238 4% of a disease

VI Unemployed or cannot work because of a disease 1216 23%
« Lz V domacnosti . 3%
I Nezameéstnany(a) 716 13%
I Cannot work because of the disease 500 9%
l v domécnosti 177 3%
I v diichodu 714 13%
| student/zak 500 9%
Jesté nejsem ve Skolnim véku 4 0% s . .
Jesté nejsem ve skolnim véku 0%

I Jiné, specifikujte: 154 3%
TOTAL 5332 100%

Jiné, specifikujte: 3%

@ Zaméstnany(a) (nebo zaméstnan/a na ¢asteény Gvazek)

@® Osoba samostatné vydéleéné éinna @® Nezaméstnany(a)

@ cannot work because of the disease ® V domacnosti ® V dichodu ® sStudent/zak
Jesté nejsem ve $kolnim véku @ Jiné, specifikujte:

Y Sample information : Age_patient between 16 and 64
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

These questions were only asked to unemployed respondents.

Jakému typu pracovni smlouvy byste dal/a prednost, kdybyste nastupoval/a do zaméstnani?

N
Zaméstnani
o . S 20%
I Zaméstnani na plny Uvazek 185 na plny Gvazek
| zaméstnani na &aste¢ny Gvazek 431 Zamé&stnani na... _ 48%
| Zédnému, nehledam zaméstnani 290
voe  zaensms vert. [

Z jakého diivodu jste momentalné nezaméstnany/a?

N % v Cdr ° (ovx
cerme zden el e N -
I Obtizné zvladani pfiznakl / navstév 1ékare 503 55% lekare
I ObtiZe na trhu prace 271 30% Obtize na trhu prace _ 30%
Y , . Y e X . Nedostatecné Upravy prace, jako
I Nedostatecné upravy prace, JakO napr. OdDOVIdaJICI forma prace, pruzna 263 29% napF. OdeVidajllCi forma préce, _ 599,
v , (o]
pracovni doba, podpora na dopravu nebo osobni asistent/ka pruzna pracovni doba, podpora
na dopravu nebo osobni asistent/ka
I 3iné, specifikujte: 159 17% siné, specifikujte: ||| T 7%
I Negativni postoje a stigma od potencialnich nebo predchozich Negativni postoje a stigma
. i 158 17% od potencidlnich nebo pfedchozich _ 17%
zaméstnavateld _zaméstnavateld
L , o, , . Nedostatek odpovidajiciho skoleni,
I Nedostatek odpovidajiciho Skoleni, kariérniho poradenstvi nebo pomoci " - kariérniho poradenstvi nebo pomoci _ 13%
pfi hledani prace pri hledani prace
e e v . o
I Obava ze ztraty financnich davek 75 8% Obava ze ztraty financnich davek - 8%
i i &~ (o)
[ Povinnosti pecovatele 64 7% Povinnosti pecovatele - 7%
I Rodina mé odrazuje 26 3%
TOTAL 916 Rodina mé odrazuje .
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to respondents who are currently employed.

Jaka podpora zaméstnani a Gpravy pracovisté mohou podle vas zlepsit vas pracovni Zivot?

N
. L y e , . . , Upravy préce, jako napft.
I Upravy prace, jako napr. odpovidajici forma prace, pruzna pracovni 5 463 odpovidajici forma prace, pruzna
doba, prace z domova, moznost absence z dlvodu 1é¢by nebo terapie pracovni doba, prace z domova, 82%
moZnost absence z dlvodu 1é¢by
I Inkluze a pozitivni postoje kolegli a nebo zaméstnavateld 1211 nebo terapie
I Odpovidajici skoleni, kariérni poradenstvi nebo pomoc pfi hledani
459
prace
eps ’ . o
I Podpora na dopravu 432 Inkluze a pozitivni pOSEZO_]e kolegtj 40%
a nebo zameéstnavatelu
I Osobni asistent/ka 151
TOTAL 3 005
Odpovidajici skoleni, kariérni
poradenstvi nebo pomoc pfi hledani 15%
prace
Podpora na dopravu . 14%

Osobni asistent/ka 5%

B e ol
- (]
‘UBl Rare ‘
{
arometer EIRORDIS

OiS'¥ RARE DISEASES EUROPE




Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to respondents who are currently employed.

Jaky mate typ pracovni smlouvy? Jaka je vase soucasna uroven zapojeni v praci?
N % Pracovni smlouva N %
, na dobu L
I Pracovni smiouva na dobu neuréitou na piny I Ping ucast 1942 64%
o, s v
it Inv G K 1561 56% Gvazek o i PIna ucast 64%
neurcitou na piny uvaze , I Do urtité miry omezena 892 29%
Pracovni smlouva
I Pracovni smiouva na dobu na dobu 0 Velmi omezena 220 7%
.. e v 621 22% neuréitou na - 22% [ °
neurcitou na Castecny Uvazek gastecny Gvazek TOTAL 3 054 100%
[ Pracovni smlouva na dobu Pracovni smlouva Do urdité mir
.. . 300 11% na dobu ur¢itou 11% Y 29%
urcitou na plny Uvazek na piny Gvazek omezena
I Pracovni smlouva na dobu Pracovni smlouva
158 6% i
urcitou na castecny Uvazek na dObLf,urc'EOL,' l 6%
na Castecny
I 5iné, specifikujte: 142 5% uvazek
Velmi omezena 7%
TOTAL 2782 100%  5ing, specifikujte: l 5%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to respondents who are currently employed.

Pracujete?
N 0/0 v 7 7 v ’ s e
V radném zameéstnani (prace v
I v Fadném zaméstnani (prace v organizaci, kterd zaméstnava osoby s postizenim i bez organizaci, ktera zamestnava osoby s 73%
. : L. 2199 73% postizenim i bez n€j, s podporou nebo
nej, s podporou nebo Upravami pracoviste) Upravami pracovi&té)
I tadng L, d bo & . . i izaci. kterd V radném zaméstnani s podporou
V radném zaméstnani s podporou nebo Upravami pracovisté (prace v organizaci, ktera nebo Gpravami pracoviété (prace v
zameéstnava osoby s postiZzenim i bez néj, s podporou nebo Upravami pracovisté podle 735 24% orgapiza!ci, ktera zvamestnava osoby s 24%
o postizenim i bez n&j, s podporou nebo
osobni situace). Upravami pracovisté podle osobni
L v ) . s o situace).
I V chranéném zameéstnani (organizace, které zameéstnavaji vétsSinou osoby s postizenim) 75 2%
V chrdnéném zaméstnani
TOTAL 3 009 100% (organizace, které zaméstnavaji 2%

vétsSinou osoby s postizenim)

Dal/a byste piednost praci...

N % v s v - .
V radném zameéstnani (prace v
I V fadném zameéstnani (prace v organizaci, ktera zaméstnava osoby s postizenim i bez néj, s orggplza,a,.ktera zvgmestnava osoby s 33%
990 33% postizenim i bez nej, s podporou nebo
podporou nebo Upravami pracovisté) Upravamj pracovisté)
V radném zamestnani s podporou
I V fadném zameéstnani s podporou nebo Upravami pracovisté (prace v organizaci, ktera nebo upravar’nl pragowslte,(prace v
o L . i . ; organizaci, ktera zamestnava osoby s 399
zameéstnava osoby s postizenim i bez né€j, s podporou nebo Upravami pracovisté podle osobni 1175 39% postizenim i bez n&j, s podporou nebo °
situace). Upravami pracovisté podle osobni
situace).
J V chréané&ném zaméstnani (organizace, které zaméstnavaji vétsinou osoby s postizenim) 120 4% V chranéném zaméstnani
(organizace, které zaméstnavaji 4%
I Nemam zadné preference 732 24% vétsinou osoby s postiZzenim)
TOTAL 3017 100%

Nemam zadné preference 24%

Y Sample information : Situation_m among "Zaméstnany(d) (nebo zaméstnan/a na ¢astecny tvazek);0soba samostatné Vydélec'né éinna"
' 7y A fere
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

mimn ;23 oCHOOL PARTICIPATION
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to students/pupils

Navstévujete...
N

I Bézna skola bez ubytovani nebo Uprav 662 nebo Uprav

I Béznou Skolu s Uprav a adaptaci 504

I Specialni skolu pro déti s postizenim 290

I univerzitu 224 Specialni $kolu pro déti s postizenim _ 15%
I Jesté nejsem ve skolnim véku 67

I Kombinaci bézné skoly, specialni skoly a doméaciho vzdélavani 54

o, o Jesté nejsem ve skolnim véku - 4%
I Jing, specifikujte: 14

Kombinaci bézné skoly, specialni
Skoly a domaciho vzdélavani

TOTAL 1877
Domaci $kolu 3%

Jiné, specifikujte: I 1%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

8&':5.4. COMMUNITY PARTICIPATION
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

This question was only asked to students/pupils who attend school/college

Compared to other people the same age, what is your current level of participation in educational Compared to other people the same age, what is your current level of participation in social, play
(academic) activities with other students in the classroom? and recreational activities with other students (e.g., “hanging out”, sports, clubs, hobbies, creative
arts, lunchtime or recess activities)?
N %
- N %
Limited
B P — e | 2245 e [
v | Limited 1250 72%
I Neschopen/Neschopna 99 6% PIng Giast _ 429 I
na ucas o Neschopen/Neschopna 134 8% f o - 0
I Do urtité miry omezena 547 32% Pina dcast 26%
I I Velmi omezena 494 28%
Velmi omezena 312 18% Neplati pro mé l 3% . N
plat b I bo urtité miry omezena 622 36% Neplati pro me | 2%
I PIna Gcast 732 42%
I Pind ucast 454 26%
I Neplati pro mé& 46 3% @ Neschopen/Neschopna ' @ Neschopen/Neschopna
@ Do urdité miry omezena Neplati pro mé 36 2% i 4
TOTAL 1736 100% i v . ® Velmi omezena
® Velmiomezena @ PIna Gcast TOTAL 1748 100% ® Do uriité miry omezend @ PIna G&ast
@® Neplati pro mé @® Neplati pro mé
Compared to other people the same age, what is your current level of participation in moving Pouzivani vzdélavacich material a vybaveni, které jsou dostupné dal$im studentiim
around at school/university (e.g., to get to and use the bathroom, playground, cafeteria, library ve tfidé/tFidach nebo které byly upraveny pro vas (napt. knihy, po&itage, Zidle nebo lavice)?

or other rooms and things that are available to other students the same age)?

o N %
umied [RS4SR 25 vl umited 608 a1%
v | Limited 834 48%
L. Neschopen/Nescho... 68 4% T
. I Velmi omezend 197 11%
I Velmi omezena 237 14% Neplati pro mé . 6%
1 A (o)
o Neplati pro mé l 3% I Do urité miry ome.. 433 25% platip °
I Do urcite miry om... 481 28%
o I Pina Gcast 922 54%
I Pina ucast 855 49% @® Neschopen/Neschopna @ Neschopen/Neschopna
i . i 2 Neplati pro mé 103 6% i 4
I Neplati pro m& 54 3% @® Velmi omezena i (] Velmlv?njez?na ) o
@® Do uréité miry omezena TOTAL 1723 100% @® Do uréité miry omezena @® PIna Géast
TOTAL 1743 100% ® Pina Géast @ Neplati pro mé ® Neplati pro mé
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

v || Limited

I Neschopen/Neschop...

[ velmi omezena

I Do urcité miry ome...

I Pina acast
I Neplati pro mé

TOTAL

vl Limited participation

I po ureité miry omez...

I Very limited particip...

l Limited participation
I PInd ucast

TOTAL

Komunikace s dalSimi studenty nebo dospélymi ve tfidé / na univerzité?

N %
813 47%
82 5%
291 17%
440 25%
880 50%
54 3%
1747 100%

N %
1229 79%
484 31%
386 25%
359 23%
319 21%
1548 100%

Neplati pro mé . 3%

@® Neschopen/Neschopna @® Velmi omezena @ Do uréité miry omezena
® PIna aéast @ Neplati pro mé

Sc_ScP_cat

Limited participation 23%

PIna ucast 21%

@ Do uréité miry omezena @® Very limited participation
© Limited participation @ PIna Géast
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Compared to other people the same age, what is your current level of participation in the following activities:

Spolecenské, herni nebo volnocasové aktivity s piateli v sousedstvi a komunité

(napfF. neformalni hry, traveni spoleéného volného casu, navstéva verejnych mist jako napf. Strukturované akce a aktivity v sousedstvi a komunité (nap¥. tymové sporty, kluby, prazdninové
kina, parku nebo restaurace)? nebo nabozenské akce, koncerty, priuvody a pouté)?
N % o N % .
v | Limited participation 7 008 73% participation v | Limited participation 7 280 76% participation
0,
I velmi omezens 2 608 27% I veimi omezena 2677 28%
Vo 7 r s i ) 0
I Do ur¢ité miry omezena 3562 37% Neplati pro mé l 3% I Do urcité miry om... 3264 349, Neplati pro me l 5%
I Ping ucast 2283 24% I Pina ucast 1760 18%

@® Neschopen/Neschopna

I Neplati pro mé 270 3% @ Neschopen/Neschopna | Neplati pro mé 504 5% ® Velmi omezena

® Velmi omezena

0 Do ur&ité mi : PIna Géast
TOTAL 9 561 100% ® Do uréité miry omezena TOTAL 9 544 100% : No l:r('.‘; é mln(’omezena @ PIna aéas
. . . eplati pro mé
® PIna aéast @ Neplati pro mé P P
Pohyb v sousedstvi a komunité (napF. vefejné budovy, parky, restaurace, kina)? Komunikace s dalsimi lidmi v sousedstvi a komunité?
N % N % o
Limited Limited
o 35% ticipati
v | Limited participation 6 085 64% participation v | Limited participation 8 648 91% participation
|l Neschopen/Nesch... 711 7% PIng (&ast - 33% I Pina ucast 4523 47% Neschopen/Neschopna l 5%
I veimi omezena 2 066 22% I veimi omezena 1448 15%
., . " o L, Neplati pro mé I 4%
I Do ur&ité miry om.. 3 308 35% Neplati pro mé [ 3% I Do urité miry o... 2677 28%
PIna uUcast 3178 33% Neschopen/Neschop... 512 5% Ly . .
I Heas ? ®nN h N h I schopen/Neschop ° @ PIna aéast ® Velmi omezena
I Neplati pro mé 303 3% eschopen/Neschopna I Neplati pro mé 395 4% @ Do uréité miry omezena

® Velmi omezena
TOTAL 9 566 100% @ Do uréité miry omezena TOTAL 9 555 100%

@® PIna téast @ Neplati pro mé

@® Neschopen/Neschopna
® Neplati pro mé
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

vl Limited participation
l Very limited participation
l Limited participation
l Do urcité miry omezena
I PInd Gcast

TOTAL

7 281
3110
1859
2312
1411

8 692

%

84%
36%
21%
27%
16%

100%

Sc_CoP_cat

Limited participation 27%

PIna ucast 16%

@ Very limited participation ® Limited participation
® Do uréité miry omezenad @ PIna Gdast
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

0a®
«®w5.5. SOCIAL ENVIRONMENT
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

Jak byste hodnotil/a spolecenskou podporu od lidi (blizci lidé, na které spoléhate, starost,
kterou projevuji jini lidé, praktickou pomoc sousedii v pripadé potieby)?

N
I vals 2 080 Mala - 23%

I stredni 3693

I Velka 3454

TOTAL 9 227

Zucastnil/a jste se v priibéhu minulych 12 mésicli néjaké neplacené, nepovinné prace nebo
neformalnich aktivit pro néjakou organizaci (nap¥. pomoc jinym lidem, pomoc zvifatiim)?

N
I ne 6570 Ne 70%
I Ano 2 865
TOTAL 9 435

Ano 30%

This question was only asked to people who don't volunteer.

Pro¢ ne? Uved'te pouze nejddlezitéjsi diivod.

N %
, . o
| Nedostatek ¢asu 1108 27%
Nedostatek ¢asu - 27%
I Nezdjem 433 10%
l PFilis mlady/a na dobrovolnickou praci 242 6% L.
Nezajem 10%

I Stavebné nepfistupné prostredi 115 3%

, o ] Prilis mlady/a
I Obava ze ztraty socialnich davek 87 59, na dobrovolnickou . 6%

(o] 1.

v ptipadé dobrovolnické prace praci
TOTAL 4 149 100%

prostredi

Obava ze ztraty
socialnich davek

v pripadé
dobrovolnické prace

Stavebné nepfistupné l 3%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

) " 4 H N
e j I |
V pripadé jakychkoli dotazu kontaktujte tym Rare Barometer na
rare.barometer@eurordis.org

V pripadé jakychkoli dotazu kontaktujte tym Rare Barometer na
rare.barometer@eurordis.org

Ba
‘U ' Rare
Barometer

015 ¥

%
X
EURDRDIS

RARE DISEASES EURDPE



