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

Na ovaj upitnik odgovarate kao...?

9.591

Uredaj koji se koristi za javljanje Prosjecan broj minuta za Srednji broj minuta za ispunjavanje
ispunjavanje upitnika upitnika
21 15
® PC O Tablet Smartphone Mean Medi
edian
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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

Na ovaj upitnik odgovarate kao...?

l 1%

123 Bivsi bolesnik ili bolesnik na
oporavku (npr. prezivjeli od raka)

I Osoba koja Zivi s rijetkom boles¢u 6.136
I Bivsi bolesnik ili bolesnik na oporavku (npr. prezivjeli od raka)

I Roditelj osobe koja Zivi s rijetkom boles¢u 2.816

Roditelj osobe koja Zivi s rijetkom _ 299
o, o
I Djed/baka osobe s rijetkom bolesc¢u 43 bolescu
I 0%
' 3%
0%
I 1%
' 1%

I Bra¢ni partner osobe s rijetkom boles¢u 240 Djed/baka osobe s rijetkom boleé¢u
I stric/ujak ili tetka osobe s rijetkom bolescu 19 .. .

Bracni partner osobe s rijetkom

Il Brat ili sestra osobe koja Zivi s rijetkom bole$¢u 82 bolescu

J ostalo, navesti 132 Stric/ujak ili tetka osobe s rijetkom

bolesc¢u

TOTAL 9.591 . ol
Brat ili sestra osobe koja zivi s

rijetkom bolescu

Ostalo, navesti

Ako je 'Drugo’, navedite... Jeste li predstavnik bolesnika, tj. ukljuceni u aktivnosti politike za podrsku pitanja rijetkih
bolesti?
N %
N
I osoba koja zivi s oy
B 6.260 65% Osoba koja zivi s I Da 2.210 Da 23%
rijetkom boleséu rijetkom boleséu
. I Ne 6.643

I Family member 333 3

.331 5%
TOTAL 9.591 100% Family member Ll 9.591

(parent, 35%
spouse...) Ne znam . 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

Jeste li: Koliko Vam je bilo godina kad ste zavrsili s redovnim obrazovanjem?
N N
N 15 godina ili
. ina ili manj : 6%
I Zena 5.807 Yena 750 l 15 godina ili manje 450 manje . o
I Muskarac 1.864 I izmedu 16 i 19 godina 1.817
§ ostalo 72 | izmedu 20 i 23 godine 2.291 izmedu 16 i 19 - 24%
godina
TOTAL 7.743 Muskarac 24% I 24 godine ili vise 2.142
|j0§ uvijek na studiju 848 izmedu 20 23 30%
godine o
TOTAL 7.548
Ostalo | 1% 24 godine ili vide _ 28%
jos uvijek na
studiju - o
Koliko imate godina? Koliko godina ima osoba oboljela od rijetke bolesti?
N % N %
Less than 18 31 0% Less than 18 1.611 21%
From 18 to 23 138 2% From 18 to 23 455 6%
From 24 to 29 333 5% From 24 to 29 431 6%
From 30 to 39 1.114 16% From 30 to 39 904 12%
From 40 to 49 1.833 26% From 40 to 49 1.277 17%
From 50 to 59 1.847 26% From 50 to 59 1.475 19%
60 and over 1.733 25% 60 and over 1.537 20%
TOTAL 7.029 100% TOTAL 7.690 100%
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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 %

Francuska 1.168 14% Srbija 69 17%
Italija 946 12% Luksemburg 50 13%
Spanija 858 11% Letonija 46 12%
Njemacka 762 9% Lengyelorszag 44 11% 2
Belgija 465 6% Ukrajina 33 8% 197
Nizozemska 429 5% Litvanija 32 8% 273
Danska 427 5% Slovenija 27 7% 95 21
Rumunija 368 5% Kipar 24 6% 3
Turska 368 5% Malta 24 6% 35
Velika Britanija 367 5% Rusija 21 5% - i 23
Finska 338 4% Bosna i !

13 3%
Portugalia 274 3% Hercegovina 59
Evedska 228 3% Makedonija 4 1%
Cegka Republika 154 2% Estonija 3 1% \
Greka 150 2% Crna Gora 3 1% 232
Slovagka 127 2% Island 2 1% s
Norveska 123 2% Andora 1 0%

211 218
Madarska 114 1% Bjelorusija 1 0% 858 1o
Hrvatska 104 1% Lihtenstajn 1 0%
Irska 91 1% Moldavija 1 0% >
Svicarska 87 1% Monaco 1 0% b
Austrija 77 1%
Bugarska 71 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

U kojoj drzavi zivite?

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

Molimo odaberite recenicu koja najbolje opisuje vasu situaciju ili situaciju osobe o kojoj se brinete:

N
I Znam NAZIV rijetke bolesti, sindroma ili deformacije, sto je POTVRDENO je odgovarajuc¢im
genetskim, klinickim, medicinskim slikovnim, molekularnim ili biokemijskim testovima (npr. biopsija, 8.624
test krvi ili urina)
I Znam NAZIV rijetke bolesti, sindroma ili deformacije, Sto jos NIJE potvrdeno odgovarajuc¢im
genetskim, klinickim, medicinskim slikovnim, molekularnim ili biokemijskim testovima 456
I Imam samo DIJELOMICNE informacije o nazivu rijetke bolesti ili s time povezanom genu ili vrsti
bolesti 164
I Znam da je ta bolest rijetka, no njezin naziv ili uzrok NISU PRONADENI 242
I Ostalo, navesti 84
TOTAL 9.590

This question was only asked to people with an INITIAL diagnosis.

Koliko se sjecate, kada ste prvi put culi za NAZIV rijetke bolesti, sindroma ili urodenog poremecaja?

N
Prije manje od 6 79
I Prije manje od 6 mjeseci 43 mjeseci °
| Prije 6 do 23 mjeseci 76
Prije 6 do 23 129%
I Prije 2 do 4 godine 140 mjeseci °
I Prije 5 godina ili vise 362 .
Prije 2 do 4 - 23%
TOTAL 621 godine

Prije 5 godina ili

iy 58%
vise

@ Znam NAZIV rijetke bolesti, sindroma ili deformacije, $to je POTVRPENO je odgovarajué¢im genet...
@® Znam NAZIV rijetke bolesti, sindroma ili deformacije, $to jos NIJE potvrdeno odgovarajuéim gen...
® Imam samo DJELOMICNE informacije o nazivu rijetke bolesti ili s time povezanom genu ili vrsti ...
® Znam da je ta bolest rijetka, no njezin naziv ili uzrok NISU PRONAPENI = @ Ostalo, navesti

This question was only asked to people with confirmed diagnosis.

Koliko se sjecate, kada je naziv rijetke bolesti, sindroma ili uredenog poremecaja POTVRDEN
odgovarajué¢im genetickim, klinickim, radioloskim, molekularnim ili biokemijskim pretragama
(npr. biopsija, pretrage krvi ili mokrace)?

N
Prije manje od 6 . 90,
| Prije manje od 6 mjeseci 739 mjeseci ?
| Prije 6 do 23 mjeseci 1.001 Prije 6 do 23 .
e 12%

mjeseci
| Prije 2 do 4 godine 1.502
| Prije 5 godina ili vige 5.366 Prije 2 do 4 - 17%

godine
TOTAL 8.608

e I -
vise
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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
1 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 .72
skin diseases [ MR : 5o
Ophthaimic diseases NS : 323 metabern [ >
Endocrine diseases |GGG o3 VASCERN _ 531

Circulatory system diseases _ 837

rira [ /-
Inborn errors of metabolism _ 653
Bone diseases _ 625 NMD _ 373
Neoplastic diseases [ RN 616 EpiCARE _ 335
Renal diseases _ 615
ITHACA _ 324
Hepatic diseases _ 602
Respiratory diseases | D 501 Lung _ 321
cardiac diseases | D 490 Liver _ 301
Infertility [ D 366
endo [ 157
Systemic or rheumatologic diseases | 320
Immunological diseases - 284 eUROGEN - 147
Hematological diseases [ D 274 GENTURIS - 133
Gastroenterological diseases - 229
reconNeT [ 131
Gynecologic/obstetric diseases - 224
Cardiac malformations - 192 BOND - 124
Otorhinolaryngologic diseases [ 161 Heart - 114
Abdominal surgical diseases ' 108
ernica [ o5
Urogenital diseases ' 99
Surgical maxillo-facial diseases . 89 RND . 89
Odontological diseases [ 85 EuroBloodNet . 85
Systemic or rheumatologic diseases ' 69
of childhood Skin . 73
Teratologic disorders ' 6
Ophthalmic disorders 3 CRANIO l 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
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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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11%
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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

six activities: seeing, hearing, walking or climbing steps,

remembering or concentrating, self-care, communication.

WG-SS2
N %
With disability 8.351 87%
Without disability 1.240 13%
TOTAL 9.591 100%
WG-SS2

Without disability . 13%

The Global Activity Limitation Index (GALI) measures disability
through activity limitations that an individual experienced in the last 6
months or more due to a health problem.

Jeste li tijekom posljednjih 6 ili viSe mjeseci zbog zdravstvenih
problema bili ograniceni u aktivhostima kojima se ljudi inace bave?
Rekli biste...

v With disability
Jako ograniceni
Ograniceni, ali ne jako, ili
v Without disability
Opce niste ograniceni

TOTAL

Jeste li tijekom posljednjih 6 ili viSe mjeseci zbog zdravstvenih
problema bili ogranic¢eni u aktivhostima kojima se ljudi inace
bave? Rekli biste...

7.790

2.964

4.826

1.652

1.652

9.442

%

83%

31%

51%

17%

17%

100%

Without disability - 17%

@ Jako ograni¢eni @ Ograniéeni, ali ne jako, ili

@ Opée niste ograniceni

People living with rare diseases were asked if they
perceive themselves as living with a disability, be it
invisible, visible or both.

Smatrate li sebe osobom koja...?

N %

v With disability 8.030 88%
Ima vidljiv invaliditet 1.626 18%

Ima nevidljiv invaliditet 4.107 45%

Ima i vidljiv i nevidljiv inva... 2.297 25%

v Without disability 1.068 12%
Nema invaliditet 1.068 12%
TOTAL 9.098 100%

Smatrate li sebe osobom koja...?

Without disability . 12%

@® Ima vidljiv invaliditet
@® Ima nevidljiv invaliditet

Ima i vidljiv i nevidljiv invaliditet
@® Nema invaliditet
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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

Imate li poteskoca s VIDOM, cak i ako nosite naocale? Rekli biste...

I Imam
nepremostive
poteskoce

I Imam puno
poteskoca

I Donekle imam

—_——e Ml L

Washington Group Short Set (WG-SS)

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

N %
Imam neprem... | 1%
I Imam nepremostive
98 1% Imam puno . 89, potedkoce
potegkoca © o
l Imam puno poteskoca
Donekle imam .
758 8% potegkoca 33% | Donekle imam
poteskoca
Nevmafn 58% _
3.200 33% poteskoca Nemam poteskoca

38

326

1.544

7.683

These questions were only asked to people with difficulty

Kakva je poteskoca?

N
I Prolazna (javlja se tijekom akutnih I Pogorsava se
epizoda, povremenih kriza ili povratka 1.196 Prolazna (javlj... - 29% I Prolazna (javlja se tijekom
bolesti)

I Pogorsava se
I PoboljSava se

TOTAL

akutnih epizoda, povremenih
& 0,
1.036 Pogorsava se - 25% kriza ili povratka bolesti)

108 | Poboljsava se
l 3%

Poboljsava se

4.100 TOTAL

887

498

498

34

1.917

Imate li poteskoca sa SLUHOM, cCak i ako nosite slusno pomagalo? Rekli biste...

%
Imam neprem... ‘ 0%
0%
Imam puno l 306
poteskoca
3%
Donekle ivma[n 16%
16% poteskoca
Nemam 0
80% poteskoca 80%
Kakva je poteskoéa?
%
26%
Pogorsava se - 26%
26%
Prolazna (javlj... - 26%
2%
100% Poboljsava se l 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/

Imate li poteskoca s HODANJEM ili PENJANJEM UZA STUBE? Rekli biste... Imate li poteskoca s PAMCENJEM ili KONCENTRACIJOM? Rekli biste...
N N
) Imam nepremo... - 9% Imam neprem... l 3%
| 1mam nepremostive | imam
827
| 1mam puno poteskoca 2.151 P potedkoce poteskoca
I Donekle imam potedkoca 3.447 Donekle imam 36% I tmam puno Donekle imam 41%
poteskoca L 1.652 poteskoca
Nemam poteskoca 3.166 N poteskoca N
emam o ) emam 0
TOTAL 9.591 potegkoca 33% | Donekle imam o1 potedkoca 39%

These questions were only asked to people with difficulty.

Kakva je poteskoéa? Kakva je poteskoca?
N N

I Trajna 2.515 Trajna _ 39% I Trajna 2.216 Trajna _ 38%
I Prolazna (javlja se tijekom I Prolazna (javlja se
akutnih epizoda, Prolazna (javlja... - 25% tijekom akutnih epizoda, Prolazna (javlj... _ 37%

1.580 2.133
povremenih kriza ili povremenih kriza ili
povratka bolesti) Pogorsava se _ 31% povratka bolesti) Pogorsava se - 21%
I Pogorsava se 1.976 I Pogorsava se 1.210
| Poboljdava se 361 PoboljSava se 6% | Poboljdava se 254 PoboljSava se 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 Short Set (WG-SS)

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

Imate li poteSkoca s BRIGOM O SEBI, kao $to je pranje cijelog tijela ili presviaéenje? Rekli biste... Ako se koristite uobi¢ajenim jezikom, imate li poteskoéa u KOMUNICIRANJU, odnosno
razumijete li druge i razumiju li oni Vas? Rekli biste...
N Imam
) nepremostive . 8% N
I imam nepremostive 766 poteékoce Imam neprem... l 3%
v l Imam nepremostive poteskoce 287
poteskoce Imam puno - 109,
L tedkod o 2 Imam puno .
I Imam puno poteskoca 989 poteskoca I el (P [Pl Gl 814 poteskoca 8%
J Donekle imam poteskoca 2.783 Donekle imam 29% | Donekle imam poteskoca 2.093 Donekle imam o
poteskoca o, poteskoca 22%
Nemam poteskoca 5.053 Nemam poteskoca 6.337
v Nemam
Nemam poteskoca 53% o, 67%
TOTAL 9.591 P ° TOTAL 9.591 potedkoca °
These questions were only asked to people with difficulty.
Kakva je poteskoca? Kakva je poteskoca?
N N

I Trajna 1.926 Trajna 42% I Trajna 1.294 Trajna _ 40%
I Prolazna (javlja se I Prolazna (javlja se tijekom
tijekom akutnih epizoda, 08 Prolazna (javlja ... - 24% akutnih epizoda, o Prolazna (javlj... - 30%

1.1 45
povremenih kriza ili povremenih kriza ili
povratka bolesti) PogorSava se - 25% povratka bolesti) PoboljSava se - 12%
I Pogorsava se 1.142 I Poboljsava se 380
Il Poboljgava se 366 PoboljSava se . 8% I Pogorsava se >80 Pogorsava se 18%
TOTAL 4.542 TOTAL 3.199
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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
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/

U posljednja 3 mjeseca, koliko ste cesto osjetili BOL? Rekli biste... Toug TeAeuTaioug Tpeig HRnveg, koliko ste cesto osjetili UMOR ili ISCRPLIENOST? Rekli biste...
N N
I svaki dan 2.391 | svaki dan 2.499
I Ponekad 3.639 I Ponekad 3.564
Ne Zelim odgovoriti 59 Ne Zelim
Nijednom 17% o 40 Nijednom 7%
TOTAL 9.251 odgovoriti
Ne Zelim o TOTAL 9.399 Ne Zelim
odgovoriti 1% odgovoriti 0%
Toug TeAeuTaioug Tpeig Unveg, koliko ste Cesto osjetili UMOR ili ISCRPLIENOST? Rekli biste...
N
I Pain or fatigue 7.693
. ) Pain or fatigue 80%
I No pain nor fatigue 1.898
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

Jeste li ikada bili na procjeni invaliditeta, Cija je svrha procijeniti i prepoznati invaliditet?

N %
NE, ali je potrebno / je bilo - 15%
I NE, ali je potrebno / je bilo potrebno
1.435 15%
potrebno NE, ali NIJE potrebno / NIJE - 20%
bil treb

I NE, ali NIJE potrebno / NIJE 10 Potrebno

_ 1.878 20%
bilo potrebno NE, nisam Zelio/Zeljela - 7%
I NE, nisam Zelio/zeljela 655 7%
Ios s.364 7% - [

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

Koji su strucnjaci bili ukljuc¢eni u procjenu?

N %
I Samo lijecnici 2.164 42% )
) o . ) ) o Zdravstveni radnici (lijecnici,
I Zdravstveni radnici (lijeCnici, medicinske sestre, terapeuti...) i radnici 1 742 34% medicinske sestre, terapeuti...) i _ a0
koji nisu iz podrudja zdravstva (socijalni radnici...) radnici koji nisu iz podrucja zdravstva
(socijalni radnici...)
I Raziiiti zdravstveni radnici (lije¢nici, medicinske sestre, terapeuti...) 979 19% Razli¢iti zdravstveni radnici (lije¢nici, _ 190
- . . .. ) medicinske sestre, terapeuti...) °
I Nemedicinsko osoblje koje su angazirale privatne tvrtke 168 3%
l Ostalo, navesti 106 20/, Nemedicivr_lsko os_oblje koje su 3%
angazirale privatne tvrtke
TOTAL 5.159 100%
Ostalo, navesti
10y A
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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 underwent a disability assessment.

Sto ste zeljeli dobiti procjenom invaliditeta?

N % . .
Invalidski status, ,potvrdu o
I Invalidski status, ,potvrdu o invaliditetu” ili se invaliditetu” ili se re_glstr_lra_\tl kao
1.157 70% osoba s invaliditetom
registrirati kao osoba s invaliditetom
Druge novc¢ane naknade za osobe 349
I Druge novcéane naknade za osobe s invaliditetom 565 34% s invaliditetom ?
l Pomagala za kretanje, pomoc¢nu tehnologiju ili uredaje 533 32% . ,
Pomagala za kretanje, pomocnu _ 32%
I Invalidsku mirovinu 476 29% tehnologiju ili uredaje
I Smjestaj zbog posla ili obrazovanja 364 22%
Invalidsku mirovinu 29%
l Mirovinu zbog trajne nesposobnosti za rad 307 19%
l Osobnog asistenta 271 16% Smjestaj zbog posla ili 22%
obrazovanja
l Potporu za prilagodbu stambenog prostora ili pristup
234 14% o )
njemu Mirovinu zbog trajne o
° 19%
nesposobnosti za rad
l Uputnicu za druge sluzbe u zajednici 180 11%
I Ostalo, navesti 140 8% Osobnog asistenta - 16%
I Ne znam 6 0%
o . o o o Potporu za prilagodbu stambenog 149
I Mirovinu za clanove obitelji koji su skrbnici 149 9% prostora ili pristup njemu °
TOTAL 1.651 _ y
Uputnicu za druge sIL_sze_u_ - 11%
zajednici
Ostalo, navesti - 8%
Ne znam ’ 0%
Mirovinu za ¢lanove obitelji koji su o
. 9%
skrbnici

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

I Zdravstveno stanje (lije¢nicki pregled ili nalaze)
I Svakodnevne aktivnosti

I Potrebe za zdravstvenom njegom i potporom

I Financijske resurse

I Ostalo, navesti

Koliko ste procjena invaliditeta prosli?

TOTAL
N
I Vise od jedne procjene 3.268
I Jednu procjenu 2.089
TOTAL 5.357

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

Jeste li tijekom procjene trebali navesti sljedec¢e podatke?

N %
Zdravstveno stanje (lije¢nicki pregled
5.128 97% ili nalaze)
o)
SEE A s Svakodnevne aktivnosti
2.834 53%
o Potrebe za zdravstvenom njegom i
1.524 29% potporom
155 3%
Financijske resurse _
5.306

Ostalo, navesti 3%

N
Vige od jedne 61% I Ne 872
procjene
I Djelomi¢no 2.553

I Potpuno 1.955
. 0,
Jednu procjenu - 39% TOTAL 5.380

29%

Djelomic¢no

Potpuno

60%

53%

16%

36%
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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

i . Je li rezultat procjene bio u skladu s Vasim ocekivanjem?
underwent a disability assessment

N %
 pa 3.512 69%

This question was only asked to people who answer NO.

Sto mislite zasto?

N % . . .
Poenen ¥ alidiesa oa ocekvarcs NN
N .y v . ()
[ Dodijeljen je nizi postotak ili stupanj invaliditeta od o&ekivanog 977 61% invaliditeta od ocekivanog
I Podcijenjene su poteskoce u radu ili obavljanju svakodnevnih aktivnosti 748 47% o L, »
I Podcijenjena je sposobnost za rad ili obavljanje svakodnevnih aktivnosti 541 34% obavljanju svakodnevnih aktivnosti
I Rijetka bolest nije bila na popisu bolesti koje su uvjet za pogodnosti 513 32% Podcijenjena je sposobnost za rad ili _ 34%
obavljanje svakodnevnih aktivnosti
I Invaliditet nije prepoznat 406 25%
[ odbijen je pristup potrebnoj potpori 342 21% bolesti koje su uvjet za pogodnosti
I ostalo, navesti 149 9% Invaliditet nije prepoznat _ 25%
I Ne znam 13 1%
e ) ) o
TOTAL 1.607 Odbijen je pristup potrebnoj potpori _ 21%

Ostalo, navesti 9%

1%

Ne znam




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 %
Poznavanjem i razumijevanjem rijetke
I Poznavanjem i razumijevanjem rijetke bolesti od strane osoba koje su 66 3 bolesti od strane osoba koje su 539%,
1.665 53% : :
provodile procjenu provodile procjenu
I Nacinom na koji su procijenjene Vase potrebe 1.345 43%
Nacinom na koji su procijenjene Vase 43%
I Nacinom na koji su se ljudi koji su provodili procjenu odnosili prema Vama 1.073 34% potrebe 0
I Nacinom na koji je Vase misljenje uzeto u obzir i razmatrano tijekom
1.002 32% .. Koii Kudi koii
procesa Nacinom na koji su se ljudi koji su
provodili procjenu odnosili prema 34%
I Nema poteskoca ni nezadovoljstva 837 27% Vama
ITraienim informacijama i dokumentima 658 21% . . .
Nacinom na koji je Vase misljenje
I Jednostavnoéu postupka prijave 626 20% uzeto u obzir i razmatrano tijekom 32%
procesa
TOTAL 3.150

Nema poteskoca ni nezadovoljstva 27%

21%

Trazenim informacijama i
dokumentima

Jednostavnoscéu postupka prijave 20%

¥ Sample information : PATIENTvsCARER among "Osoba koja Zivi s rijetkom boleséu”
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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

Imate li trenutac¢no pravo na...?

N %
. o o
I invalidsku mirovinu 1.082 17% Invalidsku mirovinu _ 17%
I Pomagala za kretanje, pomoc¢nu tehnologiju ili uredaje 1.024 17%
Pomagala za kretanje, pomoc¢nu 179
I Druge novcane naknade za osobe s invaliditetom 855 14% tehnologiju ili uredaje °
I Mirovinu zbog trajne nesposobnosti za rad 719 12%
Druge novcane naknade za osobe s - 14%
I Smjestaj zbog posla ili obrazovanja 443 7% invaliditetom
I Prilagodeno stanovanje ili potporu za stanovanje 395 6% o . .
Mirovinu zbog trajne nesposobnosti - 12%
| 0sobnog asistenta 303 5% za rad
I Mirovinu za ¢lanove obitelji koji su skrbnici 120 2%
Smjestaj zbog posla ili obrazovanja - 7%
I Nemam nikakva prava 3.205 52%
i 0,
I Ostalo, navesti 7 6% Prilagodeno stanovanje ili potporu za - 6%
TOTAL 6.194 stanovanje

Osobnog asistenta

3
ES

Mirovinu za ¢lanove obitelji koji su
skrbnici

Ostalo, navesti - 6%

¥ Sample information : PATIENTvsCARER among "Osoba koja Zivi s rijetkom boleséu”
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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

Koliko Vam je tesko dobiti drzavnu potporu kao $to je zdravstvena njega, pomoc¢ kod kuce, financijska potpora,
pomocna tehnologija, pomagala za kretanje itd.?

N %

I vrio tedko 2.358 25%
| Ni tezko ni jednostavno 1.744 19%
l Jednostavno 431 5% jednostavno °

Vrlo jednostavno 89 1%

Jednostavno 5%

Ne odnosi se na mene 2.088 22%

TOTAL 9.308 100% Vrlo jednostavno 1%

Ne odnosi se na
mene

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 kojim se problemima suocavate pri trazenju potpore kao sto je zdravstvena njega, pomoc¢ kod kuée, financijska potpora, pomoc¢na tehnologija, pomagala za kretanje itd.?

N
I Invaliditet se ne smatra dovoljno teskim 2.421
teskim
I Rijetke bolesti nisu bile na popisu bolesti koje su uvjet za pogodnosti 1.977
I Podrska ili usluge dostupne su u mojoj zemlji, ali nema dovoljno materijalnih/ljudskih resursa 1.970 Nedostatak informacija o procesu — 29%
I Podrska ili usluge koje trebam nisu dostupne u mojoj regiji/zemlji 1.079
I Nisu ispunjeni uvjeti (dob, prebivaliSte, drzavljanstvo, povijest doprinosa za socijalno osiguranje, o8> Rijetke bolesti nisu bile na popisu 589
prekoraenje praga prihoda) bolesti koje su uvjet za pogodnosti 0
I Poteskoce u pribavijanju trazenih medicinskih dokaza (zdravstveni kartoni, dijagnoze) 945 Podr&ka ili usluge dostupne su u
. e mojoj zemlji, ali nema dovoljno 28%
I Zabrinutost zbog moguce diskriminacije 930 materijalnih/ljudskih resursa
I Nije postavljena dijagnoza, or SWAN stoga ne ispunjavam uvjete za pogodnosti 305
) Podrska ili usluge koje trebam nisu 15%
I ostalo, navesti 613 dostupne u mojoj regiji/zemlji °
TOTAL 7.042 Nisu ispunjeni uvjeti (dob,
prebivaliste, drzavljanstvo, povijest 149
doprinosa za socijalno osiguranje, 0
prekoracenje praga prihoda)
Poteskoce u pribavljanju trazenih
medicinskih dokaza (zdravstveni 13%
kartoni, dijagnoze)
This question was only asked to people who didn't find it very easy Zab””“tOStdZiZE?inmgg;: - 13%

to obtain state support.

Nije postavljena dijagnoza, or SWAN
stoga ne ispunjavam uvjete za
pogodnosti

4%

Ostalo, navesti
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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

Imate li osobnog asistenta koji Vam pomaze samostalno Zivjeti?

N
I pa 1.112 Da . 12%
I NE, ali je potrebno / je bilo potrebno 1.845
NE, ali je potrebno / je 20%
I NE, ali NIJE potrebno / NIJE bilo potrebno 5.483 bilo potrebno 0%
I NE, nisam Zelio/Zeljela 818

NE, ali NIJE potrebno / 599
TOTAL 9.258 NLJE bilo potrebno °
NE, nisam Zelio/zeljela . 9%

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

Koja se situacija odnosi na Vas?

N %
Imate Clana obitelji koji je Vas
I Imate Clana obitelji koji je Vas osobni asistent 755 66% osobni asistent
| Mozete biti poslodavac osobnom asistentu s pomocu sredstava MoZete biti poslodav,ac osobnom
315 28% asistentu s pomocu sredstava
javnih tijela javnih tijela
I Mogli ste odabrati osobnog asistenta 244 21% Mogli ste odabrati osobnog
asistenta
I Imate osobnog asistenta kojeg su zaposlile javne sluzbe 137 12%
- . S Imate osobnog asistenta kojeg su
I Dodijeljen Vam je osobni asistent 92 8% zaposlile javne sluzbe
I Ostalo, navesti 55 5%
Dodijeljen Vam je osobni asistent
TOTAL 1.138

Ostalo, navesti
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Sample information : (PATIENT_CARER] In "1;2" AND not( [Consent_rep_leg] = "2" )) OR (IPATIENT_CARER] In "

Sample size 9591 responses

4,5,6,7:8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

These questions were only asked to people who have a personal

assistant.

Koliko sati osobne asistencije dobiva trenutacno u jednom danu?

4

Mean

Koliko sati osobne asistencije dobiva trenutac¢no u jednom danu?

How many days of personal assistance do they currently have per week?

4

Mean

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.
Jeste li zadovoljni brojem sati osobne asistencije? S kojim zadacima trenutacno pomaze osobni asistent?
N % N %
vrlo 12% L . ek boslovi ]
I Vrlo 108 129% nezadovoljan/nezadovoljna ° I Kucanski poslovi 424 76% ucanski poslovi 76%
(o]
nezadovoljan/nezadovoljna IOsobna njega 309 56%
I Nezadovoljan/nezadovoljna 92 10%  Nezadovoljan/nezadovoljna . 10% I pruzenje 308 55% Osobna njega 56%

I Niti zadovoljan/zadovoljna ITransportation from or to

o . ) 195 21% 274 499,
niti nezadovoljan/nezadovoljna Niti zadovoljan... 21% your house Druzenje 55%
Il zadovoljan/zadovoljna 324 35% [ Pokretljivost u kuci
. . . . L Transportation
Vrlo zadovoljan/zadovoljna 205 22% rebacivanje u krevet i iz
jan/ ) ’ Zadovoljan/zadovoljna 35% (P . 204 37% from or to your - 49%
TOTAL 924 100% kreveta, iz jednog polozaja u house

drugi)
, vrlo 22% _ Pokretljivost u .. - 37%
zadovoljan/zadovoljna I Zdravstvena njega 193 35%

I Na radnom mjestu 25 5% g
Zdravstvena
o)

I U 3koli 23 4% njega 35%
[l Dodatne $kolske aktivnosti 14 3%

Na radnom 59
[ ostalo, navesti 70 13% mjestu °
TOTAL 555

U Skoli l 4%

Dodatne s_kolske_ 3%
aktivnosti

Ostalo, navesti
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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.

Koliko Vam je tesko rukovoditi osobnim asistentom (zaposljavanje, rad, plac¢anje)?

N %

I Vrlo tesko 62 14%

Ni tesko ni " .
jednostavno
I vrio jednostavno 58 13% Vrlo jednostavno _ 13%
I Ne znam 0 0%

Ne znam 0%
TOTAL 457 100%
Kakvi su sve izazovi povezani s osobnim asistentom?
N %

I Nikakvi 456 45% 5

. Cesto ne u moze raditi i nema _ 17%
I Cesto ne u moze raditi i nema zamjenu kada nije prisutan 167 17% zamjenu kada nije prisutan
I Nema odgovarajucu izobrazbu 163 16% Nema odgovarajucu izobrazbu _ 16%

Cesto se mijenja 144 14% .
I TeSko mu je odrzavati motivaciju 140 14%

o o Tesko mu je odrzavati motivaciju _ 14%
I Ne pristaje obavljati sve zadatke 107 11%
ITeéko je postaviti granice 107 11% Ne pristaje obavljati sve zadatke _ 11%
I Ne postuje uvijek odiuke 82 8% Tedko je postaviti granice _ 11%
I Ostalo, navesti 168 17%
Ne postuje uvijek odluke - 8%

TOTAL 1.006

Ostalo, navesti 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.

Za koje biste zadatke trebali pomo¢? Zasto nemate osobnog asistenta?
N % N % N -
, . . Nisu ispunjeni
I Kucanski poslovi 1.219 68% Kucanski poslovi _ I Nisu ispunjeni uvieti za uvjeti za
o ) 349 31% dobivanje 31%
I DruZenje 919 51% dobivanje osobnog asistenta osobnog
s o B o asistenta
| Transportation from or to Druzenje _ 51% I Postupak prijave nije jasan 274 24%
904 51% l
your house ; U mojoj drzavi/regiji nema
f;rr?s?c::rtatlor; 510 . ) 175 16% Postupak prijave 24%
| osobna njega 858 48% omo OhZS:e 0 osobnih asistenata nije jasan
I zdravstvena njega 693 39% I zatrazio/zatrazila sam ga, ali mi 115 0%
J U skoli 419 23% = s ekl U mojoj
. ) . I zatrazio/zatrazila sam ga i jod drzavi/regiji 0
I Dodatne skolske aktivnosti 418 23% Zdravstvena . o . 81 7% nema osobnih 16%
niega 39% sam na listi cekanja asistenata
I Pokretljivost u kuci Jeg
. . . I Ostalo, navesti 301 27%
(prebacivanje u krevet i iz
379 21% U &koli - 239 o o
kreveta, iz jednog polozaja u ! ° TOTAL 1.119 Zatra2|o/za.tra.2|!a
sam ga, ali mi je 10%
drugi) zahtjev odbijen
Dodatne skolske 230
I Na radnom mjestu 239 13% aktivnosti °
I Ostalo, navesti 175 10% Zatrazio/zatrazila
Pokretljivost u ... - 21% sam ga i jos sam 7%
TOTAL 1.789 na listi cekanja
Na radpom . 13%
mjestu
Ostalo, navesti 27%
Ostalo, navesti . 10%
Dt
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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

Stanujete li...?

I s obitelji 7.614
ISami 1.624 Sami - 17%

I Residential institution 143
Residential
N I 1%
I U stanu s uslugama podrske 63 institution
I . U stanu s
Ostalo, navesti 147 uslugama 1%
TOTAL 9.591 podrske
Ostalo, navesti 2%

Jeste li zadovoljni trenutacnim uvjetima stanovanja?

N
Vrlo
) : 12%
| Vrio nezadovoljan/nezadovoljna 1.134 nezadovoljan/nezadovoljna
I Nezadovoljan/nezadovoljna 569 Nezadovoljan/nezadovoljna . 6%
I Niti zadovoljan/zadovoljna niti 1 342
nezadovoljan/nezadovoljna ' Niti zadovoljan/... - 14%
I Zadovoljan/zadovoljna 3.020 ) )
Zadovoljan/zadovoljna 33%
Vrlo zadovoljan/zadovoljna 3.221

Vrlo

TOTAL 9.286 35%

zadovoljan/zadovoljna

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.

S kim najvise provodite vrijeme?

N
S drugim
I s drugim ¢&lanovima obitelji 4.143 &lanovima _ 57%
obitelji
| sami 1.614

I S razli¢itim osobama u zajednici, 1 262 Sami - 229
s invaliditetom i bez njega

I S drugim osobama s
197 v
invaliditetom S razlicitim os... - 17%

TOTAL 7.216
S drugim
osobama s 3%

invaliditetom

Gdje biste vise zeljeli zivjeti?

I sami 1.225
I U stanu s uslugama podrske 384

I U manjem domu s privatnom U stanu s
98 2 6%
. uslugama podrske
spavacom sobom
I U domu sa zajedni¢kom spavacom v manJem_domu > o
18 privatnom 2%
sobom spava¢om sobom
I ) U domu sa
Ostalo, navesti 427 zajedni¢kom 0%

TOTAL 6.056 spavacom sobom

Ostalo, navesti
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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

TR
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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

Jeste li ikada dozivjeli diskriminaciju zbog rijetke bolesti ili invaliditeta?

N %
v || Yes 5.270 58%

I U zdravstvu 2.234 24% Yes 58%
I U drugim javnim smjestajnim objektima (hoteli, restorani, prijevoz, muzeji ... 2.158 24%
l U obrazovanju 1.850 20%
I Pri zaposljavanju 1.822 20%
I Pri trazenju stambenog prostora 506 6%
I Ostalo, navesti 454 5% Nijednom 42%
I In the social environment (family, friends...) 83 1%

I Nijednom 3.860 42%

TOTAL 9.126 ® Yes @ Nijednom

Jeste li ikada dozivjeli diskriminaciju zbog rijetke bolesti ili invaliditeta?

eanom |
I Nijednom 3.860 42%
v I
I U zdravstvu 2.234 24% U zdravstvu 249,

U drugim javnim smjestajnim

I U drugim javnim smjestajnim objektima (hoteli, restorani, prijevoz, muzeji itd.) 2.158 24% objektima (hoteli, restorani, prijevoz, _ 24%

N %

muzeji itd.)
I Pri zapoS$ljavanju 1.822 20%
I Pri trazenju stambenog prostora 506 6%
v o
I Ostalo, navesti 454 50 Pri trazenju stambenog prostora - 6%
I In the social environment (family, friends...) 83 1% Ostalo, navesti 5%
l Ne znam 25 0% In the social environment (family,
friends...)
TOTAL 9.150

Ne znam
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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

vl Employed
I Zaposlen/a (ili djelomi¢no zaposlen/zaposlena)
I Samozaposlen/a
vl Unemployed or cannot work because of a disease
I Nezaposlen/a
I Cannot work because of the disease
J bomacica
I U mirovini
I Ucenik/ca / Student/ica
Jos nisam Skolskog uzrasta

I Ostalo, navesti

TOTAL

2.567

2.329

238

1.216

716

500

177

714

500

154

5.332

Kakav je Vas trenutacni status?

%

48%

44%

4%

23%

13%

9%

3%

13%

9%

0%

3%

100%

Employed 4%

Unemployed or cannot work because

0,
of a disease 9%

Domacdica 3%

U mirovini 13%

Ucenik/ca / Student/ica 9%

Jos nisam Skolskog uzrasta 0%

Ostalo, navesti . 3%

@® Zaposlen/a (ili djelomiéno zaposlen/zaposlena) ® Samozaposlen/a @® Nezaposlen/a
® cannot work because of the disease = @ Domacdica @ U mirovini
® Uéenik/ca / Student/ica Jos nisam skolskog uzrasta ® Ostalo, navesti

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.

Koju biste vrstu ugovora o radu Zeljeli kada biste se zaposlili?

N
Ugovor na puno - 20%
I ugovor na puno radno vrijeme 185 radno vrijeme
l Ugovor na pola radnog vremena 431 Ugovor na pola _ 48%
radnog vremena
l Nikakav, ne traZzim posao 290
Nikakav, ne
TOTAL 906 trazim posao - 32%

Zbog cega ste trenutacno nezaposleni?

N % G e
[ Poteskoce u lijetenju simptoma / s odlascima na preglede 503 55% odlascima na preglede
ITeéki uvjeti na trzistu rada 271 30% Teski uvjeti na trzistu rada _ 30%
. ) M . . . Nedostatak prilagodbi na poslu kao

| Nedostatak prilagodbi na poslu kao to su odgovarajuce radno okruzenje, 263 59% &to su odgovarajuce radno okruZenje, _ 29%
fleksibilni rasporedi, potpora za prijevoz ili osobni asistent fleksibilni rasporedi, potpora za

prijevoz ili osobni asistent
I ostalo, navesti 159 17% Ostalo, navesti _ 17%
I Negativni stavovi i diskriminacija potencijalnih ili prethodnih poslodavaca 158 17% Negativni stavovi i diskriminacija

potencijalnih ili prethodnih _ 17%
I Nedostatak odgovarajuce obuke i savjetovanja u vezi s odabirom zanimanja poslodavaca
. 116 13% Nedostatak odgovarajuce obuke i
ili poslom savjetovanja u vezi s odabirom - 13%
I Strah od gubitka financijskih pogodnosti 75 8% zanln.wanJa. il po“slo.rn

Strah od gubitka financijskih - 8%

I Skrbnik/skrbnica sam 64 7% pogodnosti
I Obitelj me obeshrabruje 26 3% Skrbnik/skrbnica sam - 7%
TOTAL 916

Obitelj me obeshrabruje
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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.

Sto mislite, kakva bi potpora pri zaposljavanju i prilagodba na radnom mjestu mogla poboljsati Vas poslovni Zivot?

Prilagodbe na poslu kao Sto je

I Prilagodbe na poslu kao Sto je odgovarajuce radno okruzenje, g .
odgovarajuce radno okruzenje,

fleksibilni rasporedi, rad na daljinu, mogucnost izostanka s posla radi 2.463 fleksibilni rasporedi, rad na daljinu, 82%
leda ili liecen: mogucénost izostanka s posla radi
pregleda ili lijeCenja pregleda ili lijeCenja
I Inkluzija i pozitivni stavovi kolega i/ili poslodavaca 1.211
I Odgovarajuca obuka, savjetovanje u vezi s odabirom zanimanja ili 5
45
poslom Inkluzija i pozitivni stavovi kolega
o 40%
i/ili poslodavaca
I Potpora za prijevoz 432
I Osobni asistent 151
TOTAL 3.005
Odgovarajuca obuka, savjetovanje u 15%
vezi s odabirom zanimanja ili poslom
Potpora za prijevoz 14%
Osobni asistent 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.

Koju vrstu ugovora imate? Koliko ste trenutacno ukljuceni na poslu?
N % q N %
Puno radno
I Puno radno vrijeme, na . . vrijeme, na _ I Potpuno 1.942 64%
1.561 56% neodredeno
Potpuno 64%
neodredeno | bonekle ograni¢eno 892 29% P
. Nepuno radno
I Nepuno radno vrijeme, na 621 22% vrijeme, na - 229% I Vrlo ograni¢eno 220 7%
neodredeno
neodredeno TOTAL 3.054 100%
I Puno radno vrijeme, na Puno radno Donekle
300 11% vrijeme, na . 11% i 29%
odredeno ograniceno
odredeno
I Nepuno radno vrijeme, na
158 6% Nepuno radno
odredeno vrijeme, na 6%
odredeno
I Ostalo, navesti 142 5%
Vrlo ograniceno 7%
TOTAL 2.782 100% Ostalo, navesti l 5%
;*ﬁ*'
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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.

Jeste li?
N %
U redovnhom radnom odnosu (rad u
| U redovnom radnom odnosu (rad u organizaciji koja zapogljava osobe s invaliditetom i organizaciji koja zaposljava osobe s 73%
) o ) 2.199 73% invaliditetom i bez njega, bez podrske
bez njega, bez podrske ili prilagodbe na radnom mjestu) ili prilagodbe na radnom miestu
PredgvRdm A dRcHY Sunyss uz
I U redovnom radnom odnosu uz podrsku i prilagodbu na radnom mjestu (rad u podrsku i prilagodbu na radnom
N . ) L . . o o mjestu (rad u organizaciji koja
organizaciji koja zaposljava osobe s invaliditetom i bez njega, uz podrsku ili prilagodbu na 735 24% zapoéljava osobe s invaliditetom i bez 24%
radnom mjestu prema osobnoj situaciji) njega, uz podrsku ili prilagodbu na
radnom mjestu prema osobnoj
I U zasticenom radnom odnosu (organizacije koje zaposljavaju uglavnom osobe s situaciji)
o 75 2% U zasti¢éenom radnom odnosu
invaliditetom) (organizacije koje zaposljavaju 2%
TOTAL 3.009 100% uglavnom osobe s invaliditetom)

Zeljeli biste raditi...

N %
U redovhom radnom odnosu (rad u
| U redovnom radnom odnosu (rad u organizaciji koja zaposljava osobe s invaliditetom i bez _ organizaciji koja zaposljava osobe s 33%
990 33% invaliditetom i bez njega, bez podrske
njega, bez podrske ili prilagodbe na radnom mjestu) ilirddgodbemnadadnoodnysstuz
. ) L podréku i prilagodbu na radnom
I U redovnom radnom odnosu uz podréku i prilagodbu na radnom mjestu (rad u organizaciji mjestu (rad u organizaciji koja
koja zapoéljava osobe s invaliditetom i bez njega, uz podréku ili prilagodbu na radnom mjestu 1.175 39% zaposljava osobe s invaliditetom i bez 39%
njega, uz podrsku ili prilagodbu na
prema osobnoj situaciji) radnom mjestu prema osobnoj
_ L . . . v sitléaci;i)
I U zasticenom radnom odnosu (organizacije koje zaposljavaju uglavnom osobe s U zasticenom radnom odnosu
] o 120 4% (organizacije koje zaposljavaju 4%
invaliditetom) uglavnom osobe s invaliditetom)
I Nemam posebnih Zelja 732 24%

Y Sample information : Situation_m among "Zaposlen/a (ili djelomi¢no zaposlen/zaposlena);Samozaposlen/a"
Y7y WX
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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

Kakvu skolu pohadate?

N
I Redovna skola bez smjestaja ili prilagodbe 662 prilagodbe
l Redovna skola sa smjestajem ili prilagodbama 504 Redovna &kola sa smjestajem ili — 5%
I Specijaliziranu Skola za djecu s tesko¢ama u razvoju 290 prilagodbama
I Sveuciliste 224 Specijaliziranu Skola za djecu s _ 159
tesko¢ama u razvoju °
I Jos$ nisam Skolskog uzrasta 67
Il Skolovanje kod kuce 62 Sveuciliste _ 12%
I Kombiniram redovnu skolu, specijaliziranu Skolu i skolovanje kod kuce 54
. . o
I T 14 Jos nisam sSkolskog uzrasta - 4%
TOTAL 1.877 .
Skolovanje kod kuce 3%
Kombiniram redovnu skolu,
specijaliziranu skolu i skolovanje kod . 3%
kuce
Ostalo, navesti 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 — mied | 255 e e
v | Limited 1.250 72%
I Nisam ukljucen/ukljuc... 99 6% Pot _ 429 I
otpuno o Nisam ukljuen/uklju... 134 8% - 0
| Donekle ograniteno 547 32% Potpuno 26%
) I Vrlo ograni¢eno 494 28%
I vrio ogranigeno 312 18% Ne odnosi se na l 39, Ne odnosi se na | ,,,
mene I Donekle ograni¢eno 622 36% mene °
I Potpuno 732 42%
) . o I Potpuno 454 26%
J Ne odnosi se na mene 46 3% @ Nisam ukljucen/ukljucena I @ Nisam ukljué¢en/ukljuéena
® Donekle ograni¢eno Ne odnosi se na mene 36 2% i
TOTAL 1.736 100% g.v ® vrio ograniceno
® Vrlo ograni¢ceno @ Potpuno TOTAL 1.748 100% ® Donekle ograni¢eno @ Potpuno
® Ne odnosi se na mene ® Ne odnosi se na mene
Compared to other people the same age, what is your current level of participation in moving Upotreba obrazovnih materijala i opreme koji su dostupni drugim uéenicima u udionici ili koji su
around at school/university (e.g., to get to and use the bathroom, playground, cafeteria, library modificirani za Vas (npr. knjige, ra¢unala, stolice i stolovi)?

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

N o N %
(+] ..
umited [ ERR 490 ] 25 vl umited 608 a1%
v | Limited 834 48%
Nisam uklju¢en/uklj... 68 4%
I Nisam ukljucen/u... 116 7% Potpuno _ 49% I . ! Potpuno _
N I vrio ograni¢eno 197 11%
I vrio ograniceno 237 14% Ne odnosi se na . Ne odnosi se na . 6%
) mene l 3% | Donekle ograni¢eno 433 25% mene
I Donekle ograniceno 481 28%
Il Potpuno 922 54%
I Potpuno 855 49% @ Nisam ukljuéen/ukljuéena @ Nisam ukljuéen/ukljuéena
P& Ne odnosi se na mene 103 6% ié
I Ne odnosi se na mene 54 3% ® Vrlo ograniceno I ® vrio ograniteno
©® Donekle ograniceno @ Potpuno TOTAL 1.723 100% ©® Donekle ograniéeno @ Potpuno
TOTAL 1.743 100% @ Ne odnosi se na mene @ Ne odnosi se na mene
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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 Nisam ukljuc¢en/uklj...

I Vrlo ograni¢eno

I Donekle ograni¢eno
I Potpuno
I Ne odnosi se na mene

TOTAL

vl Limited participation

| bonekle ograni¢eno

I Very limited particip...

l Limited participation
I Potpuno

TOTAL

Komunikacija s drugim studentima i odraslima u skoli ili na sveucilistu?

N %
813 47%
82 5%
291 17%
440 25%
880 50%
54 3%
1.747 100%

N %
1.229 79%
484 31%
386 25%
359 23%
319 21%
1.548 100%

Ne odnosi se na mene l 3%

@ Nisam ukljuéen/ukljuéena @ Vrlo ograni¢eno @ Donekle ograni¢eno
@® Potpuno @® Ne odnosi se na mene

Sc_ScP_cat

Limited participation 23%

Potpuno 21%

@® Donekle ograniceno @ Very limited participation @ Limited participation
@® Potpuno
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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

Drustvene aktivnosti, zabava ili slobodne aktivnosti s prijateljima u susjedstvu i zajednici (npr.
zabavne igre, ,,druzenja”, odlasci na javha mjesta kao sto je kino, park ili restoran)?

Limited .

vl Limited participation

[ Nisam uklju¢en/ukljué...

I Vrlo ograni¢eno

I Donekle ograni¢eno
I Potpuno
I Ne odnosi se na mene

TOTAL

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

7.008

838

2.608

3.562

2.283

270

9.561

%

73%

9%

27%

37%

24%

3%

100%

Potpuno - 24%

Ne odnosi se na
mene

3%

@ Nisam ukljuéen/ukljuéena

@ Vrlo ograniéeno

© Donekle ograniceno @ Potpuno
® Ne odnosi se na mene

Kretanje po susjedstvu i zajednici (npr. javne zgrade, parkovi, restorani, kina)?

vl Limited participation
I Nisam ukljucen/u...
I vrio ogranigeno
| Donekle ograniteno
I Potpuno
I Ne odnosi se na mene

TOTAL

6.085

711

2.066

3.308

3.178

303

9.566

%

64%

7%

22%

35%

33%

3%

100%

participation

Ne odnosi se na
3%
mene

@ Nisam ukljuéen/ukljuéena

@® Vrlo ograniéeno

©® Donekle ograniceno @ Potpuno
® Ne odnosi se na mene

vl Limited participation
I Nisam ukljucen/u...
I vrio ograni¢eno
] Donekle ograniteno
I Potpuno
I Ne odnosi se na mene

TOTAL

vl Limited participation
I Potpuno
I vrio ogranieno
| Donekle ogranice...
I Nisam uklju¢en/uklj...
I Ne odnosi se na mene

TOTAL

Strukturirani dogadaji i aktivnosti u susjedstvu i zajednici (npr. timski sportovi, klubovi, blagdanski

ili vjerski dogadaji, koncerti, parade i sajmovi)?

7.280

WS89

2.677

3.264

1.760

504

9.544

%

76%

14%

28%

34%

18%

5%

100%

Limited o
Potpuno - 18%

Ne odnosi se na
5%
mene

@ Nisam ukljuéen/ukljuéena

@ Vrlo ograniéeno

©® Donekle ograniceno @ Potpuno
® Ne odnosi se na mene

Komunikacija s drugima u susjedstvu i zajednici?

8.648

4.523

1.448

2.677

512

395

9.555

%

91%

47%

15%

28%

5%

4%

100%

participation

Nisam ' 0
ukljuc¢en/ukljucena 2%

Ne odnosi se na
4%
mene

@® Potpuno @ Vrlo ograniéeno
©® Donekle ograni¢eno

@ Nisam ukljuéen/ukljuéena

® Ne odnosi se na mene
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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 Donekle ograni¢eno
I Potpuno

TOTAL

7.281
3.110
1.859
2.312
1.411

8.692

%

84%

36%

21%

27%

16%

100%

Sc_CoP_cat

Limited participation 27%

Potpuno 16%

@ Very limited participation @ Limited participation
©® Donekle ograniceno @ Potpuno
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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

Kako biste kvalificirali drustvenu podrsku koju dobivate od ljudi (bliske osobe na koje mozete Jeste li tijekom posljednjih 12 mjeseci za neku organizaciju obavljali bilo kakav neplaceni,
racunati, briznost drugih ljudi, prakticna pomo¢ susjeda u slucaju potrebe)? neobavezan posao ili neformalne aktivnosti (npr. pomo¢ drugim ljudima, pomo¢ zivotinjama)?
N N
I slaba 2.080 I ne 6.570 Ne 20%
| Umjerena 3.693 I pa 2.865
J Jaka 3.454 TOTAL 9.435
TOTAL 9.227 Da 30%

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

Zasto niste? Navedite samo najvazniji razlog.

N %

i i 0,
I Nemam vremena 1.108 27%
Nemam vremena - 27%
l Nemam interesa 433 10%

l Premlad/premlada sam za volontiranje 242 6% .
Nemam interesa 10%

I Nepristupacno okruzenje 115 3%
I Strah od gubitka pogodnosti u slu¢aju Premlad/premlada 6%
87 2% sam za volontiranje
volontiranja
TOTAL 4.149 100% Nepristupacno 3%
okruzenje
Strah od gubitka
pogodnosti u slucaju l 2%

volontiranja
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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

Hvala vam!

Za sva pitanja obratite se timu Rare Barometra na
rare.barometer@eurordis.org

Za sva pitanja obratite se timu Rare Barometra na
rare.barometer@eurordis.org
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