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

Raspundeti la chestionar ca...?

9.591

Dispozitivul folosit pentru a raspunde Numarul mediu de minute pentru Numarul mediu de minute pentru
completarea chestionarului completarea chestionarului
21
@® 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

Raspundeti la chestionar ca...?

° persoané e tréleste e boalé _ 64%
% (o]
[ 0 persoani care tréieste cu o boal rars 6.136 rara

Fost pacient sau pacient aflat in curs
I Fost pacient sau pacient aflat in curs de recuperare (de ex., de recuperare (de ex., supravietuitor l 1%
N . 123 al unui cancer)
supravietuitor al unui cancer)

Parintele unei persoane care traieste _ oy
I Parintele unei persoane care traieste cu o boald rara 2.816 cu o boald rara °

I Bunicul/bunica unei persoane care traieste cu o boald rara 43 Bunicul/bunica unei persoane care I 0%
trdieste cu o boal3 rard °
I Sotul/sotia unei persoane care trdieste cu o boald rara 240
Sotul/sotia unei persoane care . 30,
I Unchiul/matusa unei persoane care trdieste cu o boala rara 19 trdieste cu o boald rara ?
I Frate/sora a unei persoane care traieste cu o boala rara 82 Unchiul/matusa unei persoane care ‘ 0%
trdieste cu o boald rara °
I Alta, specificati 132
Frate/sord a unei persoane care I 19%
TOTAL 9.591 trdieste cu o boald rara °
Alta, specificati l 1%
Daca ,Altele”, specificati... Sunteti reprezentant al pacientilor, implicat(a) in activitati legate de politici pentru a sustine
cauza bolilor rare?
N %
N
I O persoana care O persoana care I b - 23%
2i Da 2.210 a o
tréieste cu o boald 6.260 65% traieste cu o
boala rara I
rars Nu 6.643
3.331 35%
(parent, spouse...) Family member TOTAL 9.591
—— 1 B — (parent, 35%
o 9.59 00% spouse...) Nu stiu 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

Sunteti : La ce varsta ati incheiat pregatirea scolara (cursuri de zi)?
N N
I Femeie 5.807 | 15 ani sau mai putin 450 15 ani sau mai . 6%
' Femeie 75% pus putin
I Barbat 1.864 | intre 16 si 19 ani 1.817
I Alta 72 I intre 20 si 23 de ani 2.291 intre 16 si 19 ani - 249
TOTAL 7.743 Birbat 24% I 24 de ani si peste 2.142
| inca studiez 848 intre 20 si 23 de o
TOTAL 7.548
Alta | 1% 24 de ani si 289%
peste °
incd studiez - 11%
Cati ani aveti? Ce varsta are persoana afectata de boala rara?
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 %

Franta 1.168 14% Serbia 69 17%
Italia 946 12% Luxemburg 50 13%
Spania 858 11% Letonia 46 12%
Germania 762 9% Polonia 44 11% 2
Belgia 465 6% Ucraina 33 8% 197
Olanda 429 5% Lituania 32 8% 273
Danemarca 427 5% Slovenia 27 7% 95 21
Romania 368 5% Cipru 24 6% 3
Turcia 368 5% Malta 24 6% 35
Regatul Unit 367 5% Rusia 21 5% - i 23
Finlanda 338 4% Bosnia si !

13 3%
Portugalia 274 3% Hertegovina 59
Suedia 228 3% Macedonia 4 1%
Republica Ceh3 154 2% Estonia 3 1% \
Grecia 150 2% Muntenegru 3 1% 232
Slovacia 127 2% Islanda 2 1% s
Norvegia 123 2% Andorra 1 0%

211 218
Ungaria 114 1% Bielorusia 1 0% 858 -
Croatia 104 1% Liechtenstein 1 0%
Irlanda 91 1% Moldova 1 0% 24
Elvetia 87 1% Monaco 1 0% >
Austria 77 1%
Bulgaria 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

In ce tara traiti?

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

Selectati fraza ce descrie cel mai bine situatia dvs. sau a persoanei pe care o ingrijiti.

N
I Cunosc NUMELE bolii rare, sindromului sau malformatiei si a fost CONFIRMATA prin teste genetice,
clinice, imagistice medicale, moleculare sau biochimice corespunzatoare (de ex., biopsie, analiza de 8.624
sange sau urind)
| cunosc NUMELE bolii rare, sindromului sau malformatiei, ins3 nu a fost confirmat3 INCA prin teste .
45
genetice, clinice, imagistice medicale, moleculare sau biochimice corespunzatoare
I Detin numai informatii PARTIALE despre numele bolii rare sau genei implicate sau despre tipul bolii 184
| stiu c& boala este rar4, insd numele sau cauza nu au fost incd IDENTIFICATE 242
I Alta, specificati 84 .. . . . . .
@ Cunosc NUMELE bolii rare, sindromului sau malformatiei si a fost CONFIRMATA prin teste geneti...
TOTAL 9.590 @ cCunosc NUMELE bolii rare, sindromului sau malformatiei, insi nu a fost confirmata INCA prin tes...
® Detin numai informatii PARTIALE despre numele bolii rare sau genei implicate sau despre tipul b...
@ Stiu ca boala este rara, insd numele sau cauza nu au fost incd IDENTIFICATE
@ Alta, specificati
This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
Din cate va amintiti, cat timp a trecut de cand ati aflat pentru prima data DENUMIREA bolii, a Din cate va amintiti, cat timp a trecut de cand denumirea bolii, a sindromului sau a malformatiei
sindromului sau a malformatiei rare? rare a fost CONFIRMATA prin investigatii genetice, clinice, de imagistica medicala, moleculare
sau biochimice corespunzatoare (de exemplu, biopsie, teste de sange sau de urina)?
N
Mai putin de 6 7% N
I Mai putin de 6 luni 43 luni Mai putin de 6 . 9%
. I Mai putin de 6 luni 739 luni
I intre 6 si 23 luni 76 R
i Intre 6 si 23 luni . 12% | intre 6 si 23 luni 1.001 s _ _
| intre 2 si 4 ani 140 fntre 6 si 23 luni 12%
| intre 2 si 4 ani 1.502
I 5 ani sau mai mult 362 n . . 239
Intre 2 si 4 ani ° I 5 ani sau mai mult 5.366 Intre 2 si 4 ani - 17%
TOTAL 621
5 ani sau mai TOTAL 8.608 5 ani i
o ani sau mai o
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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 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.

a . . . . e n 3 i i 5.2
In ultimele 6 sau mai multe luni, v-ati confruntat cu limitari in Va considerati o persoana...?

indeplinirea activitatilor practicate de obicei de oameni, din cauza

unei probleme de sanatate? Ati spune... N %
WG-SS2
N % v With disability 8.030 88%
N % .
v With disability 7.790 83% Cu o dizabilitate vizibila 1.626 18%
With disability 8.351 87% R Sy
Foarte limitat() 2 964 31% Cu o dizabilitate invizibila 4.107 45%
Without disability 1.240 13% . RSN (oA A
Limitat(3) intr-o oarecare m... 4.826 51% Cu dizabilitati atat vizibile, ... 2.297 25%
TOTAL 9.591 100% . . .
v Without disability 1.652 17% v Without disability 1.068 12%
Nelimitat(&) deloc 1.652 17% Fard dizabilitati 1L L2
TOTAL 9.442 100% TOTAL 9.098 L
WG-SS2
in ultimele 6 sau mai multe luni, v-ati confruntat cu limitéri in Va considerati o persoana...?

indeplinirea activitatilor practicate de obicei de oameni, din cauza
Without disability 13%
Without disability - 17%

Without disability . 12%

@ Cu o dizabilitate vizibila
@ cCu o dizabilitate invizibila

@ Foarte limitat(d) @ Limitat(a) intr-o oarecare masura Cu dizabilititi atat vizibile, cat si invizibile
@ Nelimitat(3) deloc @ Fira dizabilitati
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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/

Aveti dificultati de VEDERE, chiar daca purtati ochelari? Ati spune... Aveti dificultiti de AUZ, chiar daca purtati aparat/e auditiv/e? Ati spune...
N % 5 N %
Numapot | o Nu ma pot 0%
I Nu m3 pot descurca deloc I Nu m3 pot descurca descurca deloc
98 1% 38 0%
descurca deloc dAP—, Tari . 8% deloc dAig'n nlwari I 3%
.. ificultati ificultati
I Am mari dificultati 758 8% reuter I Am mari dificultsti 326 3% reutter
o . Am unele Am unele
A le dificultat 3.200 33% oL 9 ifi ati o .. 16%
I m unele dificultati () dificultati 33% IAm unele dificultati 1.544 16% dificultati o
Nu am dificultati 5.535 58% Nu am dificultati 7.683 80%
Nu am dificultati 58% Nu am dificultati 80%
TOTAL 9.591 100% TOTAL 9.591 100%
These questions were only asked to people with difficulty.
Dificultatile...? Dificultatile...?
N N %
Sunt Sunt
43°%
I sunt permanente 1.760 permanente _ ° | sunt permanente 887 46% permanente 46%
I Sunt tranzitorii (apar in timpul l Se agraveazi 498 26%
episoadelor acute, crizelor periodice sau 1.196 Sunt tranzitori... - 29% o . Se agraveaza - 26%
l Sunt tranzitorii (apar in
SEEUIET =01 timpul episoadelor acute, .
| se agraveazs 1.036 Se agraveaza - 25% crizelor periodice sau 498 26% Sunt tranzitorii... - 26%
I Se amelioreaza 108 recurentelor)
TOTAL 4.100 Se amelioreaza I 3% | se amelioreazs 34 2% Se amelioreaza I 2%
1y AR,
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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/

Aveti dificultati la MERS sau la URCATUL SCARILOR? Ati spune... Aveti dificultiti de MEMORARE sau de CONCENTRARE? Ati spune...

N 3 N
Nu ma pot o Nu ma pot
" 9% 3%
I Nu m3 pot descurca deloc 827 descurca deloc I Nu m3 pot descurca deloc
246
dificultati ) dificultati
I Am unele dificultéti 3.447 I Am mari L 652
R Am unele ® dificultati ' Am unele 0
Nu am dificultati 3.166 dificultsti 36% ’ dificultati 41%
TOTAL 9.591 I Am unele 3910
Nu am dificult&ti 33% dificultsti ' Nu am dificult&ti 39%
These questions were only asked to people with difficulty.
Dificultatile...? Dificultatile...?
N N
Sunt permanente 399 Sunt 380
I Sunt permanente 2.515 P ° I Sunt permanente 2.216 permanente °
I Sunt tranzitorii (apar in I Sunt tranzitorii (apar in
1.580 2.133
crizelor periodice sau crizelor periodice sau
I Se agraveaza 1.976 I Se agraveaza 1.210
I se amelioreaz 361 Se amelioreaza 6% [ se amelioreaz 254 Se amelioreazd 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/

Aveti dificultéti de AUTOiNGRIJIRE, de exemplu, cu Spélatul intregului COrp sau cu imbracatul? Ati Folosind |imbaju| dvs. obisnuit, avetj dificultéti de COMUNICARE, de exemplu, de a intelege sau
spune... de a fi inteles/inteleasa? Ati spune...
N < N
Nu m& pot . 8% Nu m3 pot l 3%
I Nu m3 pot descurca deloc 766 descurca deloc | Nu m# pot descurca deloc 287 descurca deloc
| Am mari dificultati 989 Am mari dificult3ti - 10% | Am mari dificultsti 814 dAfr.‘:: Tt:E' . 8%
ificultati
I Am unele dificultéti 2.783 Am unele . I Am unele dificultati 2.093 Am unele .
e L e o o
Nu am dificultati 5.053 dificultati Nu am dificult&ti 6.397 dificultati
TOTAL 9.591 Nu am dificultati 53% TOTAL 9.591 Nu am dificultati 67%
These questions were only asked to people with difficulty.
Dificultatile...? Dificultatile...?

N N
Sunt t 429 sunt 40%

I sunt permanente 1.926 unt permanente o I sunt permanente 1.294 permanente °
I Sunt tranzitorii (apar in I Sunt tranzitorii (apar in
timpul episoadelor acute, Sunt tranzitorii ... - 24% timpul episoadelor acute, Sunt tranzitorii... - 30%

1.108 945
crizelor periodice sau crizelor periodice sau
recurentelor) Se agraveazs - 25% e el Se amelioreazs . 12%
I Se agraveaza 1.142 I Se amelioreaza 380

Se amelioreaza 366 N Se agraveaza 580 <
I Se amelioreaza . 8% I 9 Se agraveaza 18%
TOTAL 4.542 TOTAL 3.199
) ] ') et
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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

In ultimele 3 luni, cat de des ati avut DURERI? Ati spune...

I in fiecare zi
I in majoritatea zilelor
J in unele zile
I Niciodats
Nu vreau sa raspund

TOTAL

Washington Group Extended Set (WG-ES)

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

In ultimele 3 luni, cat de des v-ati simtit foarte OBOSIT/A sau EXTENUAT/A?Ati spune...

N N
in fiecare zi - 26% . _ in fiecare zi _ 27%
2.391 I In fiecare zi 2.499
zilelor . c zilelor
3.639 zilelor
1.573 fn unele zile _ 39% | in unele zile 3.564 in unele zile _
59 I Niciodats 628
Niciodata 17% N . Niciodata 7%
u vreau sa
9.251 40
3 raspund %
Vs p st o
TOTAL 9.399 P
In ultimele 3 luni, cat de des v-ati simtit foarte OBOSIT/A sau EXTENUAT/A?Ati spune...
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

Ati fost supus/a vreodata unei evaluari a dizabilitatilor cu scopul de a evalua si identifica dizabilitati?

N %
NU, ins3 este/a fost - 15%
I NU, insa este/a fost necesara 1.435 15% necesara
I NU, insa NU este/a fost NU, insa NU este/a fost 20%
o 1.878 200/0 necesaré o
necesara
I NU, am ales sa nu o fac 655 7% NU, am ales sa nu o fac - 7%
f Da 5.364 57%
TOTAL 9.332 100% °
These questions were only asked to people who underwent a disability assessment.
Ce fel de specialisti au fost implicati in evaluare?
N %
D ici 42%
o e i L ) L Profesionisti din domeniul sanatatii
I Profesionisti din domeniul sanatatii (medici, asistenti medicali, 1 742 34% (medici, asistenti medicali, _ 34%
terapeuti...) si specialisti nemedicali (asistenti sociali...) terapeuti...) si specialisti nemedicali
) . _(asistenti sociali...)
| Mai multi profesionisti din domeniul s&nat&tii (medici, asistenti Mai multi profesionisti din domeniul
979 19%, sanatatii (medici, asistenti medicali, 19%
medicali, terapeuti...) terapeuti...)
I Personal nemedical angajat de companii private 168 3% Personal nemedical angajat de 39
companii private °
I Atta, specificati 106 2%
TOTAL 5.159 100% Alta, specificati 2%
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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.

I Statutul de dizabilitate, un ,certificat de dizabilitate”
sau de a fi inregistrat/a in calitate de persoana cu
dizabilitati

I Alte beneficii financiare pentru persoanele cu dizabilitati

l Dispozitive de mobilitate, tehnologii sau dispozitive de

asistare

l O indemnizatie pentru dizabilitate

l Facilitati de angajare sau de invatamant

l O indemnizatie pentru incapacitate permanenta de
munca

l Asistenta personala

I Sprijin pentru adaptare la o locuinta sau pentru acces

la o locuinta

I Trimiterea la alte servicii comunitare
I Alta, specificati

I \u stiu

l O indemnizatie pentru membrii de familie cu

responsabilitati de ingrijire

TOTAL

Scopul/scopurile evaluarii/evaluarilor a/au fost de a obtine...?

1.157

565

533

476

364

307

271

234

180

140

149

1.651

%

70%

34%

32%

29%

22%

19%

16%

14%

11%

8%

0%

9%

Statutul de dizabilitate, un
Lcertificat de dizabilitate” sau de a
fi inregistrat/a in calitate de
persoana cu dizabilitati

Alte beneficii financiare pentru
persoanele cu dizabilitati

Dispozitive de mobilitate,
tehnologii sau dispozitive de
asistare

O indemnizatie pentru dizabilitate
Facilitati de angajare sau de
fnvatamant

O indemnizatie pentru

incapacitate permanenta de
munca

Asistenta personala

Sprijin pentru adaptare la o
locuinta sau pentru acces la o
locuinta

Trimiterea la alte servicii
comunitare

Alta, specificati

Nu stiu

O indemnizatie pentru membrii de
familie cu responsabilitati de
ingrijire

0%

(o] I

22%

19%

16%

14%

11%

%

9%

34%

32%

29%

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.

In timpul evaluarii, vi s-a cerut si furnizati informatii despre...?

N %
I Starea de sanatate (examen medical sau rapoarte sau rapoarte medicale)
5.128 97%
medicale)
I Activitstile de zi cu zi 3.176 60%
I Nevoile de ingrijire si asistent3 2.834 53% Nevoile de ingrijire si asistentd _ 53%
I Resursele financiare 1.524 29%
) . o
I Alta, specificati 155 3% Resursele financiare _ 29%
TOTAL 5.306 e
Alta, specificati 3%
La cate evaluadri ale dizabilitatilor ati fost supus/a? La sfarsitul evaluarii dizabilitatii, ati avut acces la drepturile si la ajutorul la care v-ati
asteptat?
N
) N
I Mai mult de o evaluare 3.268 Mai mult de o 61% Niciun acces - 16%
evaluare I Niciun acces 872
I O evaluare 2.089
TOTAL 5.357 X '
0 evaluare - 39% I In masura deplina 1.955 i mssurs
o)
TOTAL 5.380 deplind _ 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

. . Rezultatul evaluarii a fost cel pe care I-ati asteptat?
underwent a disability assessment

N %
 pa 3.512 69%

This question was only asked to people who answer NO.

In opinia dvs., s-a intamplat asa deoarece...?

N % A fost atribuit un procent sau un grad
I A fost atribuit un procent sau un grad de dizabilitate mai mic decat cel asteptat
977 61% PP
I Nevoile au fost subestimate 832 52% Dificultitile de a munci si de a
. Ll . ) o
I Dificultatile de a munci si de a indeplini activitatile de zi cu zi au fost indeplini activitatile de zi cu zi au fost — 47%
748 47% subestimate
subestimate Abilitatea de a munci si de a indeplini
I Abilitatea de a munci si de a indeplini activitatile de zi cu zi a fost subestimata
; 541 34% Boala rars " lista bol
eligibile pentru prestatii
I Boala rara nu a figurat pe lista bolilor eligibile pentru prestatii 513 32%
. Dizabilitatea nu a fost recunoscuta _ 25%
I Dizabilitatea nu a fost recunoscuta 406 25%
I A fost refuzat accesul la ajutorul necesar 342 21% A fost refuzat accesul la ajutorul _ 21%
necesar
I Alta, specificati 149 9%
Alta, specificati - 9%
I nu stiu 13 1% P ’ °
TOTAL 1.607

1%

Nu stiu




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 % . o
Cunostintele si intelegerea
[ cunostintele si intelegerea demonstrate de persoanele care au efectuat demonstrate de persoanele care au 53%
1.665 53% efectuat evaluarea in ceea ce priveste
evaluarea in ceea ce priveste boala rara boala rara
I Modul in care v-au fost evaluate nevoile 1.345 43%
Modul in care v-au fost evaluate 43%
I Modul in care s-au purtat cu dvs. persoanele care au efectuat evaluarea 1.073 34% nevoile 0
I Modul in care v-au fost solicitate si luate in considerare opiniile in cadrul
_ 1.002 32%
procesului Modul in care s-au purtat cu dvs. 349
S L . persoanele care au efectuat evaluarea °
I Nicio dificultate si nicio nemultumire 837 27%
I Informatiile si documentele solicitate 658 21% R o )
Modul in care v-au fost solicitate si
l Usurinta procesului de aplicare 626 20% luate in considerare opiniile in cadrul 32%
procesului
TOTAL 3.150

Nicio dificultate si nicio nemultumire 27%

21%

Informatiile si documentele solicitate

Usurinta procesului de aplicare 20%

Y Sample information : PATIENTVSCARER among "O persoand care traieste cu o boald rara”
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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

Beneficiati in prezent de...?

N %
. N L o

I 0 indemnizatie pentru dizabilitate 1.082 17% O indemnizatie pentru dizabilitate _ 17%
I Dispozitive de mobilitate, tehnologii sau dispozitive de asistare 1.024 17%

Dispozitive de mobilitate, tehnologii 17%
I Alte beneficii financiare pentru persoanele cu dizabilitati 855 14% sau dispozitive de asistare °
I O indemnizatie pentru incapacitate permanenta de munca 719 12%

Alte beneficii financiare pentru - 14%

I Facilitati de angajare sau de invatamant 443 7% persoanele cu dizabilitati
I Locuinta adaptata sau sprijin in ceea ce priveste locuinta 395 6% ) o . .

O indemnizatie pentru incapacitate - 120

o v (0]
I Asistents personal 303 5% permanenta de munca
I O indemnizatie pentru membrii de familie cu responsabilitati de . .
120 2% Facilitati de angajare sau de 7%

ingrijire fnvatamant
I Nu am niciun beneficiu 3.205 52% . . .

Locuinta adaptata sau sprijin in ceea - 6%
I Alta, specificati 347 6% ce priveste locuinta
TOTAL 6.194

Asistenta personala

3
ES

O indemnizatie pentru membrii de
familie cu responsabilitati de ingrijire

Alta, specificati - 6%

Y Sample information : PATIENTVSCARER among "O persoand care traieste cu o boald rara”
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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

Cat de dificil considerati ca este sa obtineti ajutor din partea statului, cum ar fi ingrijiri personale, asistenta la
domiciliu, asistenta financiara, tehnologii de asistare, dispozitive de mobilitate etc.?

l Foarte dificil
| pificil
I Neutru
l Usor
Foarte usor
Nu se aplica

TOTAL

2.358

2.598

1.744

431

89

2.088

9.308

%

25%

28%

19%

5%

1%

22%

100%

Foarte dificil

Dificil

Neutru

Usor

Foarte usor

Nu se aplica

25%

19%

5%

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

Ce obstacole intampinati in a obtine ajutor, cum ar fi ingrijiri personale, asistenta la domiciliu, asistenta financiara, tehnologii de asistare, dispozitive de mobilitate etc.?

N
. o Procesul de aplicare este complex si o
Il Procesul de aplicare este complex si indelungat 2.923 Indelungat 42%
I Dizabilitatea nu a fost considerata suficient de severa 2.421
I Lips3 de informatii in legaturé cu acest proces 2.038 Dizabilitatea nu a fost considerata 34%
suficient de severa
I Boala rara nu a figurat pe lista bolilor eligibile pentru prestatii 1.977
I Asistenta sau serviciile sunt disponibile in tard, dar exista un deficit de personal/resurse umane 1.970 Lipsa de informatii in legatura cu 29%
acest proces
I Asistenta sau serviciile necesare nu sunt disponibile in regiune/tara 1.079
I Nu au fost indeplinite criteriile de eligibilitate (varsta, resedinta, nationalitatea, istoricul Boala rard nu a figurat pe lista bolilor _ 589
982 LT - o
contributiilor de asiguriri sociale, depsirea limitei de venit) eligibile pentru prestatii
I Dificultati in legatura cu furnizarea dovezilor medicale solicitate (fise medicale, diagnostic) 945 Asistenta sau serviciile sunt
S, . . o disponibile in tara, dar exista un 28%
I Ingrijorari cu privire la potentiala discriminare 930 deficit de personal/resurse umane
I Diagnostic neconfirmat si, prin urmare, neeligibilitate pentru prestatii 305
o Asistenta sau serviciile necesare nu 15%
I Alta, specificati 613 sunt disponibile in regiune/tard °
TOTAL 7.042 Nu au fost indeplinite criteriile de
eligibilitate (varsta, resedinta,
nationalitatea, istoricul contributiilor 14%
de asigurari sociale, depasirea limitei
de venit)
Dificultati in legatura cu furnizarea
dovezilor medicale solicitate (fise 13%
medicale, diagnostic)
This question was only asked to people who didn't find it very easy Ingrijorari cu privire ?usi?utri?::rlz - 13%

to obtain state support.

Diagnostic neconfirmat si, prin
urmare, neeligibilitate pentru prestatii

Alta, specificati
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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

Aveti un asistent personal care sa va ajute sa traiti in mod independent?

N

Ioa 1.112 Da - 12%
I NU, insa este/a fost necesara 1.845

NU, insa este/a fost >0%
I NU, insd@ NU este/a fost necesara 5.483 necesars 0%
I NU, am ales sa nu o fac 818

NU, Tnsa NU este/a 599
TOTAL 9.258 fost necesars °

NU, am ales sé nu o
! 9%
fac

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

Ati avut...?

Un membru al familiei in rol de

I Un membru al familiei in rol de asistent personal 755 66% asistent personal
Posibilitatea de a fi angajatorul
asistentului personal folosind

I Posibilitatea de a fi angajatorul asistentului personal folosind

finantare furnizatd de autoritatile publice. finantare furnizatd de autorltgtlle
publice.
I Posibilitatea de a alege asistentul personal 244 21% Posibilitatea de a alege asistentul _ 21%
personal
I Un asistent personal angajat de serviciile publice 137 12%
I ) 0 Un asistent personal angajat de - 12%
Un asistent personal alocat 92 8% serviciile publice
I Alta, specificati 55 5%
Un asistent personal alocat
TOTAL 1.138

Alta, specificati

Ba) > f.*";
W—. I

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 have a personal

assistant.
De cate ore de asistenta personala pe zi beneficiaza el/ea in prezent? How many days of personal assistance do they currently have per week?
Mean Mean
De cate ore de asistenta personala pe zi beneficiaza el/ea in prezent? 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.
Sunteti multumit/a de numarul de ore de asistenta personala? Cu ce sarcini va asista asistentul personal in prezent?
N % N %
. Foarte 1204 o ) .
[ Foarte nemultumit(3) 108 12% nemultumit() o [ sarcini casnice 424 76% Sarcini casnice 76%
I Nemultumit(a) 92 10% I ingrijiri personale 309 56%
e Ingrijiri
I Nici multumit(&), nici Nemultumit(a) - 10% I 1esiri sociale 308 55% persgnéle - 56%
- 195 21%
nemultumit(a) [l Transportation from or to
o Nici 274 49%
I Multumit(a) 324 35% multumit(¥), nici - 21% your house Iesiri sociale - 550,
e nemultumit(a) . - )
Foarte multumit(a) 205 22% I Mobilitate in interiorul
S PR Transportation
< I tei (t 204 7%
TOTAL 924 100% Multumit(a) 35% ocuinte (trecerea in si din 0 37% from or to your - 49%
pat, dintr-o pozitie in alta) house
Foart [ ingrijiri medicale 193 35%
| oarte 22% Mobilitate in int... 37%
multumit(a) I La locul de muncs 25 5%
I La scoals 23 4% i
Ingrijiri medicale - 35%
I Activitati extrascolare 14 3%
ifi i 0,
I Alta, specificati 70 13% La locul de I »
¥ (o]
TOTAL 555 munca
La scoala I 4%
Activitati

———
3
>

extrascolare

13%

Alta, specificati
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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.

Cat de dificila vi se pare gestionarea legata de asistentul personal (recrutarea, gestionarea, plata)?

N %o

| Foarte dificil 62 14%

N 17 %
e ) o vewir | =
I usor 64 14%
I Foarte usor 58 13% #or ?
TOTAL 457 100%

Nu stiu 0%

Ce fel de provocari sunt asociate cu asistentul personal?

N %
ici 0,
I Niciuna 456 45% Asistentul personal adesea nu poate
i ~ i P s
I Asistentul personal adesea nu poate lucra si nu este inlocuit atunci cand lucra si nu este inlocuit atun_C| cand _ 17%
167 17% lipseste
lipseste Asistentul personal nu are instruire
7 < 16%
adecvata
. . . < o
IAsnstentuI personal nu are instruire adecvata 163 16% Asistentul personal se schimbé _ (4%
I Asistentul personal se schimba frecvent 144 14% frecvent
Este dificil de mentinut motivatia _ 14%
I Este dificil de mentinut motivatia asistentului personal 140 14% asistentului personal ?
I Asistentul personal nu accepta sa indeplineasca toate sarcinile 107 11% A5|st§ntu| p_ersonavl nu acceptg sa _ 11%
indeplineasca toate sarcinile
I Este dificil de stabilit limite cu asistentul personal 107 11% Este dificil de stabilit limite cu _ 11%
. asistentul personal ’
I Asistentul personal nu respecta intotdeauna deciziile sale 82 8% . "
Asistentul personal nu respecta - 8%
I Alta, specificati 168 17% intotdeauna deciziile sale °
ToTAL 1.006 iz, speciicati | N '
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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.

In legitura cu ce sarcini ati avea nevoie de asistentd? Din ce motive nu aveti un asistent personal?
N % N %
o ) Nu au fost
[ sarcini casnice 1.219 68% sarcini casnice Il Nu au fost indeplinite cerintele indeplinite
) cerintele pentru a 31%
l Iesiri sociale 919 51% pentru a avea acces la un asistent 349 31% avea acces la un
I Transportation from or to
904 51% .
Procesul de aplicare este neclar 274 24%
your house Transportation [ B ’ Procesul de
I from or to your _ 51% Asi 5 aplicare este 24%
0 istenta personald nu este
I Ingrijiri personale 858 48% house I 175 16% neclar
P ) disponibila in tarad/regiune
I Ingrijiri medicale 693 39% X P tara/reg
Tngrijir _ 48% I A fost solicitat, dar refuzat 115 10%
I La scoals 419 23% personale ! ’ Asistenta
. A fost solicitat, dar sunt incs pe personald nu este
I Activitati extrascolare 418 23% . I P 81 7% disponibil3 in 16%
N o _ Ingrijiri medicale - 39% lista de asteptare tard/regiune
I Mobilitate in interiorul
I Alta, specificati 301 27%
locuintei (trecerea in si din pat, 379 21% I a, specinicall ¢
. La scoald 23% -
dintr-o pozitie in alta) ’ - ° TOTAL 1.119 A fost solicitat,
10%
dar refuzat
I La locul de muncs 239 13% -
Activitati - 239
(o]
I Alta, specificati 175 10% extrascolare
TOTAL 1.789 A fost solicitat,
Mobilitate in in... - 21% dar sunt incd pe 7%
lista de asteptare
La locul dg . 13%
munca
Alta, specificati 27%
Alta, specificati . 10%
B
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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

Locuiti... Sunteti multumit/a de conditiile dvs. actuale de trai?

N N
I cu familia 7.614 | Foarte nemultumit(3) 1.134 nemultumit(a)
I Singur/a 1.624 Singur/3 - 17% I Nemultumit(3) 569 Nemultumit(3) - 6%
I Residential institution 143 ) . l Nici multumit(a), nici nemultumit(a) 1.342 .

Residential I - Nici multumit(a), - 14%

| intr-un apartament cu servicii de institution [ Multumit(3) 3.020 nici nemultumit(a)

63
asistenta N .

’ Intr-un aparta... 1% Foarte multumit(a) 3.221 Multumit(a) 33%

I Alta, specificati 147 TOTAL 9.286
TOTAL 9.591 Alta, specificati I 2% Foarte 35%

multumit(a)

This question were only asked to people that consider themselves as living with This question were only asked to people that are not very satisfied of their current
disabilities. living arrangements.

Petreceti cea mai mare parte a zilei cu...? Ati prefera sa locuiti...?

Al o } 0
| Alti membri ai familiei 4.143 H me:;:qri'liz: _ 57% I cu familia 3.904 Cu familia _ 64%

I singur/a 1.614 I singur/a 1.225
R Singur/a - 20%
I Diferite persoane din comunitate - 220 I Intr-un apartament cu servicii de

. 1.262 Singur/a - 384 intr-un
cu si fara dizabilitati asistenta apartament cu . e
o R - o
| Alte persoane cu dizabilitéti 197 Diferite § intr-un c&min rezidential cu servicii de
persoane din 179 98 .  asistenta
TOTAL 7.216 comunitate cu si ° dormitor separat Intr-un cdmin
fara dizabilitati R rezidential cu 2%
' I Intr-o institutie rezidentiala cu dormitor separat
18 2 e
Alte persoane cu 0 dormitor comun Intr-o institutie
dizabilit&ti 3% rezidentiald cu 0%

I Alta, specificati 427 dormitor comun

TOTAL 6.056 Alta, specificati
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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

V-ati confruntat vreodata cu discriminare legata de boala rara sau dizabilitatea dvs.?

N %
v || Yes 5.270 58%

I in domeniul medical 2.234 24% Yes 58%
I In ceea ce tine de alte facilitéti publice (hotel, restaurante, transport, muze... 2.158 24%
I in domeniul educatiei 1.850 20%
I in domeniul angajarii 1.822 20%
I in domeniul locuintei 506 6%
I Alta, specificati 454 5% Niciodatd 42%
I In the social environment (family, friends...) 83 1%

I Niciodats 3.860 42%

TOTAL 9.126 ® Yes @ Niciodati

V-ati confruntat vreodata cu discriminare legata de boala rara sau dizabilitatea dvs.?

niciodats [ A AmMM
I Niciodats 3.860 42%
l in domeniul medical 2.234 24% n domeniul medica 24%

In ceea ce tine de alte facilitati

I in ceea ce tine de alte facilititi publice (hotel, restaurante, transport, muzee etc.) 2.158 24% publice (hotel, restaurante, transport, _ 24%

muzee etc.)

N %

IIn domeniul educatiei 1.850 20% in domeniul educatiei _ 20%
I in domeniul angajrii 1.822 20% .
I In domeniul locuintei 506 6%
2 . . . 0,

I Alta, specificati 454 50 In domeniul locuintei 6%
I In the social environment (family, friends...) 83 1% Alta, specificati 5%
l Nu stiu 25 0% In the social environment (family,

friends...)
TOTAL 9.150

Nu stiu
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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 Angajat (sau angajat/a cu norma partiald)
I Liber profesionist

vl Unemployed or cannot work because of a disease
I Somer

I Cannot work because of the disease

I Casnic/a" (de exemplu, mama sau tata care sta a...

I Pensionar
I Student/elev/a
Nu este atinsa varsta de scolarizare

I Alta, specificati

TOTAL

2.567

2.329

238

1.216

716

500

177

714

500

154

5.332

Care este situatia dvs. actuala?

%

48%

44%

4%

23%

13%

9%

3%

13%

9%

0%

3%

100%

Employed 4%

Unemployed or cannot work because

(o)
of a disease 9%

Casnic/a" (de exemplu, mama sau

v M v 3%
tatd care std acasa cu copiii)

Pensionar 13%

Student/elev/a 9%

Nu este atinsa varsta de scolarizare 0%

Alta, specificati . 3%

@® Angajat (sau angajat/a cu norma partiald) ® Liber profesionist ® Somer
@® cannot work because of the disease

@® Casnic/a" (de exemplu, mama sau tata care sta acasa cu copiii) ® Pensionar
® Student/elev/a Nu este atinsa varsta de scolarizare @ Alta, specificati

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.

Ce tip de contract de munca ati prefera in cazul in care v-ati angaja?

N
Contract cu - 20%
I Contract cu norma intreaga 185 norma intreaga
| contract cu norm partials 431 Contract cu _ 48%
norma partiala
I Niciunul, nu caut un loc de muncé 290
Niciunul, nu caut 329
TOTAL 206 un loc de muncé ’

Din ce motive nu aveti un loc de munca in prezent?

N % . o, .
I Dificultati de gestionare a simptomelor/vizite medicale 503 55% simptomelor/vizite medicale
I Stuatie difcis pe piafa munci 0% S———
. N . o munca, de exemplu, a conditiilor de
I Absenta facilitatilor la locul de munca, de exemplu, a conditiilor de munca - ! S
adecvate, a unui program flexibil, a asistentei in legdturd cu transportul sau a 263 29% flexibil, a asistentei in legatura cu
transportul sau a unui asistent
unui asistent personal Alta, sPeERaA| _ 17%
I Alta, specificati 159 17% Atitudine negativd si stigmatizare din
v . . . . - j i iali 17%
I Atitudine negativa si stigmatizare din partea angajatorilor potentiali sau partea angajatorilor potentiali sau _ ?

0 anteriori
158 17% Absenta unei instruiri adecvate, a

anteriori
consilierii in carierd sau a orientarii - 13%
[l Absenta unei instruiri adecvate, a consilierii in cariers sau a orientarii profesionale
116 13%

profesionale Frica de a pierde prestatiile financiare - 8%
I Frica de a pierde prestatiile financiare 75 8% Responsabilititi de ingrijire a unei 7%

G ) ersoane
I Responsabilitati de ingrijire a unei persoane 64 7% P
I Descurajare din partea familiei 26 3% Descurajare din partea familiei
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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.

Ce sprijin in activitatea profesionala si ce facilitati la locul de munca credeti ca v-ar putea imbunatati viata profesionala?

I Facilitati la locul de munca, cum ar fi conditii de munca adecvate,
program flexibil, munca de la distantd, posibilitatea de a lipsi de la

locul de munca pentru tratamente sau terapii

I Incluziune si atitudine pozitiva din partea colegilor si/sau a

angajatorilor

I Instruire adecvata, consiliere in carierd sau orientare profesionala
I Asistenta in legatura cu transportul

I Asistent personal

TOTAL

2.463

1.211

459
432
151

3.005

Facilitati la locul de munca, cum ar fi
conditii de munca adecvate,
program flexibil, munca de la
distanta, posibilitatea de a lipsi de la
locul de munca pentru tratamente
sau terapii

Incluziune si atitudine pozitiva din
partea colegilor si/sau a
angajatorilor

Instruire adecvata, consiliere in

cariera sau orientare profesionala

Asistenta in legatura cu transportul

Asistent personal

5%

15%

14%

40%

82%
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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 Contract pe perioada
nedeterminatd, cu norma
intreaga

I Contract pe perioada
nedeterminata, cu norma
partiala

I Contract pe perioada

determinatad, cu norma intreaga

I Contract pe perioada

determinata, cu norma partiala

I Alta, specificati

1.561

621

300

158

142

Ce tip de contract aveti?

%

56%

22%

11%

6%

5%

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

N
Contract pe per.. _ l Participare deplind 1.942
I Cu anumite limitari 892
Contract pe per.. - 22% I Cu mari limitari 220
TOTAL 3.054

Contract pe per... . 11%

Contract pe per...

Alta, specificati 5%

2
X

%

64%

29%

7%

100%

Participare
deplind

Cu anumite
limitari

Cu mari limitari

Care este nivelul dvs. actual de participare la locul de munca?

29%

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

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

Lucrati?
N % oo

Cu angajare obisnuita (in cadrul unei

I cu angajare obisnuit3 (in cadrul unei organizatii care angajeaza persoane cu si faré organizatii care angajeaza persoane 73%
o e I . 2.199 73% cu si fara dizabilitati, fara sprijin sau
dizabilitati, fara sprijin sau facilitati la locul de munca) facilititi la locul de muncs)
. S M A . Cu angajare obisnuitad cu sprijin sau
I Cu angajare obisnuita cu sprijin sau facilitati la locul de munca (in cadrul unei facilité%i fa locul ae muncs (anJcadruI

organizatii care angajeaza persoane cu si fard dizabilitati, cu sprijin sau facilitdti la locul 735 24% unei organizatii care angajeazd 24%

o . . ) . persoane cu si fara dizabilitati, cu
de munca in functie de situatia personala). sprijin sau facilititi la locul de munci
) s N A o e in functie de situatia personala).
I Cu angajare protejata (organizatii care angajeaza in principal persoane cu dizabilitati) 75 2% . Hap )

Cu angajare protejata (organizatii
TOTAL 3.009 100% care angajeaza in principal persoane
cu dizabilitati)

2
X

Ati prefera sa lucrati...

N % . . VA .
Cu angajare obisnuita (in cadrul unei
I cu angajare obisnuit3 (in cadrul unei organizatii care angajeaza persoane cu si faré organizatii care angajeaza persoane 33%
990 33% cu si fara dizabilitati, fara sprijin sau
dizabilitati, fara sprijin sau facilitati la locul de munca) faci I|t€t| la |gcul de munca)
Cu angajare obisnuita cu sprijin sau
I cu angajare obisnuit3 cu sprijin sau facilitéti la locul de munci (in cadrul unei organizatii facilitati la locul de munca (in cadrul
. - . . o unei organizatii care angajeaza 399
care angajeaza persoane cu si fara dizabilitati, cu sprijin sau facilitati la locul de munca in 1.175 39% persoane cu si fird dizabilitéti, cu °
functie de situatia personald). sprijin sau facilitati la locul de munca
’ ’ in functie de situatia personald).
| cu angajare protejats (organizatii care angajeaz in principal persoane cu dizabilit3ti) 120 4% Cu angajare protejata (organizatii
care angajeaza in principal persoane 4%
I Fara preferinte 732 24% cu dizabilitati)
TOTAL 3.017 100%

Fara preferinte 24%

Y Sample information : Situation_m among "Angajat (sau angajat/a cu normd partiald);Liber profesionist"
' y 1 ] 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

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

Studiati...
N n
I Invatamant de masa fara facilitati sau adaptari 662 sau adaptari
I Invatamant de masa cu facilitati sau adaptari 504 Invat&mant de mas3 cu facilititi sau _ 27%
I La o scoala specializata pentru copii cu dizabilitati 290 adaptari
I La universitate 224 La o scoala specializata pentru copii
. I 15%
cu dizabilitati
I Nu este atinsa varsta de scolarizare 67
I scolarizare Ia domiciliu 62 La universitate _ 12%
I In cadrul unui program combinat de scoald obisnuitd, scoal
54 e . .
specializat si invatimant la domiciliu Nu este atinsa varsta de scolarizare 4%
I Alta, specificati 14
Scolarizare la domiciliu . 3%
TOTAL 1.877
In cadrul unui program combinat de
scoala obisnuitd, scoala specializata si . 3%
fnvatamant la domiciliu
Alta, specificati I 1%
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

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 social, play
and recreational activities with other students (e.g., “hanging out”, sports, clubs, hobbies, creative
arts, lunchtime or recess activities)?

Compared to other people the same age, what is your current level of participation in educational
(academic) activities with other students in the classroom?

N %
- N %
i i 0,
g ot parice: SRRl B 2 °
S deplin ° I Nu pot participa 134 8% Participare
I Cu anumite limitari 547 32% - 26%
I cu mari limitsri 494 28% deplina
I cu mari limitari 312 18% Nu se aplic l 3% I N o o
u anumite limit3ri o
I Participare depling 732 42% Nu se aplicd I 2%
| Participare depling 454 26%
I Nu se aplic 46 3% @ Nu pot participa
e — e B — ® Cu anumite limitéri I Nu se aplica & 2 @ Nu pot participa @ Cu mari limitéri
® Cu mari limitéri TOTAL 1.748 100% ® Cu anumite limitéri

@ Participare deplind @ Nu se aplica @ Participare deplind @ Nu se aplica

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

I . | MO! Utilizarea materialelor educationale si a echipamentelor disponibile pentru alti elevi/studenti in
around at school/university (e.g., to get to and use the bathroom, playground, cafeteria, library

clasa/clase sau care au fost modificate pentru dvs. (de exemplu, carti, calculatoare, scaune si

or other rooms and things that are available to other students the same age)? mese)?
N % N %
VI Limited 834 48% ¢ VI Limited 698 41% Limited 25%
e u deplina ° deplini
I cu mari limitari 237 14% I cu mari limitari 197 11%
I cu anumite limitari 481 28% Nu se aplica ' 3% I cu anumite limitsri 433 25% Nu se aplica . 6%
I Participare deplina 855 49% I Participare depling 922 54%,
L x Nu pot participa Cu mari limitari @ Nu pot participa @ Cu mari limitari
I Nu se aplics 54 3% ® Nu pot participa @ I Nu se aplics 103 6% e
@ Cu anumite limitéri @ Cu anumite limitari
TOTAL 1.743 100% @ Participare deplind @ Nu se aplici TOTAL 1.723 100% @ Participare deplind @ Nu se aplica
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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

Comunicarea cu alti elevi/studenti si adulti la scoalda/universitate?

N %
I Nu pot participa 82 5%
I cu mari limitéri 291 17%
. Participare deplina 50%

I Cu anumite limitari 440 25%
I Participare deplina 880 50%
I Nu se aplic3 54 3% Nu se aplics . 3%
TOTAL 1.747 100%

@® Nu pot participa @ Cu marilimitari @ Cu anumite limitéri
@ Participare deplina @ Nu se aplica
Sc_ScP_cat
N %
vl Limited participation 1.229 79% o o
Limited participation 23%

I cu anumite limitri 484 31%

I very limited particip... 386 25%

l Limited participation 359 23%

Participare deplina 21%

I Participare deplina 319 21%
TOTAL 1.548 100%

@® Cu anumite limitidri @ Very limited participation @ Limited participation
@ Participare deplina
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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:

Activitati sociale, jocuri sau activitati de recreere cu prietenii in cartier si in comunitate (de

exemplu, jocuri simple, petrecutul timpului impreuna, mersul impreuna in locuri publice, de Evenimente si activitati structurate in cartier si in comunitate (de exemplu, jocuri sportive de echip3,
exemplu, la cinema, in parc sau la restaurant)? cluburi, evenimente religioase sau de sarbatori, concerte, parade si targuri)?
N % N %
Limited Limited
L T 37% 9
v | Limited participation 7.008 73% participation -- ° v | Limited participation 7.280 76% participation -- 34%
I Nu pot participa 838 9% I Nu pot participa 1.339 14% -
Participare 249 Part|C|p§r§ - 18%
I cu mari limit&ri 2.608 27% depling ° I cu mari limitsri 2.677 28% deplina
I cu anumite limit3ri 3.562 37% I cu anumite limit3ri 3.264 34% . .
. . Nu se aplica I 3% Nu se aplica 2%
I Participare depling 2.283 24% | Participare depling 1.760 18%
- o -
I Nu se aplica 270 3% I Nu se aplica 504 5% @ Nu pot participa ® Cu mari limitari

@ Nu pot participa @ Cu mari limitari

TOTAL 9.561 100% ® Cu anumite limitéri TOTAL 9.544 100% @ Cu anumite limitéri
< - Participare deplina Nu se aplica
@ Participare deplina @ Nu se aplica o P P o P
Deplasarea prin cartier si comunitate (de exemplu, cladiri publice, parcuri, restaurante, Comunicarea cu alte persoane din cartier si din comunitate?
cinema)?
N %
Limited -_ 35% v || Limited participation 8.648 91% participation
v ]| Limited participation 6.085 64% participation
I Participare deplina 4.523 47%
I Nu pot participa 711 7% Participare Nu pot participa ' 5%
depling 33% I cu mari limitari 1.448 15%
I cu mari limit&ri 2.066 22% I
Cu anumite limitari 2.677 28% i l
_ Nu se aplica 4%
I Cu anumite limitari 3.308 35% Nu se aplica l 3% P °
I Nu pot participa 512 5%
I Participare deplin 3.178 33%
onN t partici ®cC limitsri I Nu se aplic 395 4% @ Participare deplina @ Cu mari limitari
l Nu se aplicd 303 3% u pot participa u mari limitari ® Cu anumite limitri
@ Cu anumite limitari TOTAL 9.555 100% o o
TOTAL 9.566 100% @ Nu pot participa @® Nu se aplica

@ Participare deplina @ Nu se aplica
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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 Cu anumite limitari
I Participare deplina

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%

Participare deplina 16%

@ Very limited participation @ Limited participation
@ Cu anumite limitéri @ Participare deplina
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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

Cum ati califica sprijinul social pe care il primiti din partea oamenilor (persoane apropiate pe Ati prestat munca neplatita, munca neobligatorie sau activitati informale (de exemplu,
care sa va puteti baza, grija manifestata de alte persoane, ajutor practic din partea vecinilor acordarea ajutorului altor persoane sau animalelor) pentru o organizatie in ultimele 12 luni?
daca este necesar)?
N
" !
Slab 230 Nu 6.570 o
I siab 2.080 . - ° Nu 70%
I pa 2.865
I Mediu 3.693 _
Mediu 40% TOTAL 9.435
I puternic 3.454
Da 30%

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

De ce nu? Va rugam sa selectati doar motivul cel mai important.

N %

2n3 0,
| Lipss de timp 1.108 27%
| Lips& de interes 433 10%

l Varsta prea mica pentru voluntariat 242 6% o )
Lipsa de interes 10%
I Mediu construit inaccesibil 115 3%
I Frica de a pierde prestatiile acordate Varsta prea micd 6%
o pentru voluntariat
persoanelor cu dizabilitati in caz de 87 2%
voluntariat Mediu construit
- o 3%
inaccesibil
TOTAL 4.149 100% Frica de a pierde
prestatiile acordate
persoanelor cu l 2%

dizabilitati in caz de
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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

Multumesc!

Pentru orice intrebari, va rugam sa contactati echipa Rare
Barometer la rare.barometer@eurordis.org

Pentru orice intrebari, va rugam sa contactati echipa Rare
Barometer la rare.barometer@eurordis.org
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