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

Ar klausimyna pildo...

9 591

Irenginys naUdojamas atsakmei Vidutinis minuéil.[ skaicius uipildyti Vidutinis minuéiq skaicdius uipildyti

® PC O Tablet Smartphone

anketaq anketa

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

Ar klausimyna pildo...

123 Buves ar sveikstantis pacientas l 1%
(pvz., vézj iSgyvenes asmuo)

I Asmuo, pats sergantis reta liga 6 136
I Buves ar sveikstantis pacientas (pvz., vézj iSgyvenes asmuo)

I Reta liga sergancio asmens tévas arba mama 2 816

(o]
I Reta liga sergancio asmens senelis ar senelé 43 arba mama

I Reta liga sergantio asmens sutuoktinis (-¢) 240 Reta liga sergancio asmens senelis I 0%
ar senelé
I Reta liga sergancio asmens dédé ar teta 19 . ..
Reta liga sergancio asmens . 30,
I Reta liga sergantio asmens brolis arba sesuo 82 sutuoktinis (-¢&)
I kita (nurodykite) 132 Reta liga sergancio asmens dédé ar ‘ 0%
teta ?
TOTAL 9 591 . \. .
Reta liga sergancio asmens brolis I 1%
arba sesuo
kita (nurodykite) l 1%
Jei pasirinkote , Kita", nurodykite... Ar esate serganciojo atstovas, t. y., asmuo, dalyvaujantis politinéje veikloje, palaikancioje
serganciuosius retomis ligomis?
N %
N
I Asmuo, pats Asmuo, pats .
. . 6 260 65% sergantis reta I aip 2210 Taip 23%
sergantis reta liga liga
, I Ne 6 643
I Family member 333 3
1 5% .
TOTAL 9 591 100% Family member TOTAL 9591
(parent, 35%
spouse...) Nezinau . 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

Jusuy lytis:
N

I mot. 5 807 mot. 75 l 15 m. ar jaunesni

Ivyr. 1 864 I 16-19 m.

I kita 72 | 20-23m.

TOTAL 7 743 wr. 24% I 24 m. ar vyresni
l vis dar studijuojantys
TOTAL

kita 1%
Kiek jums mety?
N %

Less than 18 31 0% Less than 18

From 18 to 23 138 2% From 18 to 23

From 24 to 29 333 5% From 24 to 29

From 30 to 39 1114 16% From 30 to 39

From 40 to 49 1833 26% From 40 to 49

From 50 to 59 1847 26% From 50 to 59

60 and over 1733 25% 60 and over

TOTAL 7 029 100% TOTAL

Kiek Jums buvo mety, kai Jus baigéte mokslus?

N
15 m. ar o
450 jaunesni . 6%
1817
2 142
7 548

studijuo\gljn(gssr - 11%
Koks yra reta liga sergancio Zmogaus amzius?

N %
1611 21%

455 6%

431 6%

904 12%
1277 17%
1475 19%
1537 20%
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 %
Prancazija 1168 14% Serbija 69 17%
Italija 946 12% Liuksemburgas 50 13%
Ispanija 858 11% Latvija 46 12%
Vokietija 762 9% Lenkija 44 11%
Belgija 465 6% Ukraina 33 8% 197
Nyderlandai 429 5% Lietuva 32 8% 273
21
Danija 427 5% Sloveénija 27 7% 95
Rumunija 368 5% Kipras 24 6% 3
Turkija 368 5% Malta 24 6% 35
334 23
Jungtine Rusija 21 5%
) 367 5% 1
Karalyste Bosnija ir
13 3%
Suomija 338 4% Hercegovina >3
Portugalija 274 3% Makedonija 4 1%
N 1
Svedija 228 3% Estija 3 1%
Cekijos Juodkalnija 3 1% 232
. 154 2%
Respublika Islandija 2 1%
42
Graikija 150 2% Andora 1 0%
Slovakij 127 2% 211 218
ovakija ° Baltarusija 1 0% 858 -
Norvegija 123 2% Lichtensteinas 1 0%
Vengrija 114 1% Moldova 1 0% >
Kroatija 104 1% Monakas 1 0% 24
Airija 91 1%
Sveicarija 87 1%
Austrija
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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

Kokioje valstybéje gyvenate?
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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

Pasirinkite viena teiginj, kuris tinka jusu ar asmens, kurj priziurite, situacijai apibendrinti:

N
I Zinau retos ligos, sindromo ar sutrikimo PAVADINIMA ir diagnozé buvo PATVIRTINTA atlikus
atitinkamus genetinius, klinikinius, medicinos vaizdinius, molekulinius ar biocheminius tyrimus (pvz., 8 624
biopsijg, kraujo ar Slapimo tyrimus)
I Zinau retos ligos, sindromo ar sutrikimo PAVADINIMA, bet diagnozé dar NEBUVO patvirtinta atlikus
atitinkamus genetinius, klinikinius, medicinos vaizdinius, molekulinius ar biocheminius tyrimus (pvz., 456
biopsijg, kraujo ar Slapimo tyrimus)
I Esu tik IS DALIES informuotas apie retos ligos pavadinima, su ja susijusj geng ar ligos risj 184
I Zinau, kad liga yra reta, taciau jos sukéléjas ar pavadinimas DAR NEBUVO NUSTATYTAS 242 .
@® Zinau retos ligos, sindromo ar sutrikimo PAVADINIMA ir diagnozé buvo PATVIRTINTA atlikus ati...
| kita (nurodykite) 84

@ Zinau retos ligos, sindromo ar sutrikimo PAVADINIMA, bet diagnozé dar NEBUVO patvirtinta atli...
TOTAL 9 590 @ Esu tik IS DALIES informuotas apie retos ligos pavadinima, su ja susijusj gena ar ligos raij

@ Zinau, kad liga yra reta, taciau jos sukéléjas ar pavadinimas DAR NEBUVO NUSTATYTAS

@ kita (nurodykite)

This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
Kiek patys prisimenate, pries kiek laiko pirma karta suZinojote Sios retos ligos, sindromo arba Kiek patys prisimenate, pries kiek laiko Sios retos ligos, sindromo arba apsigimimo pavadinimas
apsigimimo PAVADINIMA? buvo PATVIRTINTAS atitinkamais genetiniais, klinikiniais, medicininio vaizdinimo, molekuliniais
arba biocheminiais tyrimais (pvz., biopsijos, kraujo arba slapimo tyrimais)?
N
Maziau nei prie$ l 204 N
I Maziau nei pries 6 menesius 43 6 menesius MaZiau nei pries . 9%
T p—— 6 | Maziau nei pries 6 ménesius 739 6 menesius
ries 6- menesiy . v
Pries 6-23 . 12% I Prieg 6-23 menesiy 1001 Prieg 6-23
| Pries 2-4 metus 140 menesiy ménesiy, . 12%
I PrieS 2-4 metus 1502
I Pries 5 metus ar seniau 362 . o
Pries 2-4 metus 23% | Pries 5 metus ar seniau 5 366 Prie$ 2-4 metus - 17%
TOTAL 621
TOTAL 8 608

Pries 5 metus ar
seniau

seniau

Ba) > f.*";
W—. I

Barometer 1) RORDIS

ors ¢ 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

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

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

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

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

Circulatory system diseases _ 837

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

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

HHT Europe

NF Patients United

Federation of European
Scleroderma Associations
European Myasthenia Gravis
Association

PHA Europe (Pulmonary Arterial
Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network

22Q11 Europe

European Society for
Phenylketonuria

OIFE - Osteogenesis Imperfecta
Federation Europe

CF Europe

European Federation of Williams
Syndrome

European Federation for
Hereditary Spastic Paraplegia
European Tuberous Sclerosis
Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst

—
w
w

[ay
w
ul

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

HHT Europe
NF Patients United

Federation of European

Scleroderma Associations

European Myasthenia Gravis

Association

PHA Europe (Pulmonary Arterial

Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network
22Q11 Europe

European Society for

Phenylketonuria

OIFE - Osteogenesis Imperfecta

Federation Europe
CF Europe

European Federation of Williams

Syndrome

241

135

133

126

123

114
113
97
96
75

74

74

68

67

60

%

15%

8%

8%

8%

8%

7%

7%

6%

6%

5%

5%

5%

4%

4%

4%

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

European Federation of Williams

Syndrome

European Federation for Hereditary

Spastic Paraplegia

European Tuberous Sclerosis

Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst

60
54

50

49
46
38
38
37
37

30
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14%
12%

11%

11%
10%
9%
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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

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.

Ar per pastaruosius 6 ir daugiau ménesiy jums dél sveikatos Ar laikote save asmeniu...

problemos teko riboti veikla, kuria paprastai uzsiima Zmonés? Ar

sakytumeéte, kad... N %
WG-SS2
N % v With disability 8 030 88%
N % ) .
v With disability 7790 83% Su pastebima negalia 1626 18%
With disability 8 351 87% ) .
Labai apribota 2 964 31% Su nepastebima negalia 4107 45%
Without disability 1 240 13% . .
Siek tiek apribota 4 826 51% Ir su pastebima, ir su nepa... 2 297 25%
TOTAL 9 591 100% . . .
v Without disability 1652 17% v Without disability 1068 12%
Visikai neapribota 1652 17% Be negalios 1068 12%
TOTAL 9 442 100% TOTAL 9 098 100%
WG-SS2
Ar per pastaruosius 6 ir daugiau ménesiy jums dél sveikatos Ar laikote save asmeniu...

problemos teko riboti veikla, kuria paprastai uzsiima Zmonés? Ar
Without disability 13%
Without disability - 17%

Without disability . 12%

@ Su pastebima negalia
@ Su nepastebima negalia

@ Labai apribota @ Siek tiek apribota Ir su pastebima, ir su nepastebima negalia
@ Visiskai neapribota @® Be negalios
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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/

Ar jums kyla REGEJIMO sunkumuy, net ir su akiniais? Ar sakytuméte, kad... Ar jums kyla KLAUSOS sunkumuy, net ir naudojantis klausos aparatu? Ar sakytuméte, kad...
N % 5 N %
Visiskai to I 1% ° Visigkai to o
I visiskai to o8 . nesugebu | visizkai to nesugebu 38 0% nesugebu
1%
nesugebu g )
g Dideli sunkumai . 8% I Dideli sunkumai 326 3% Dideli sunkumai l 3%
|l Dideli sunkumai — . I Nedideli sunkumai 1 544 16%
- . Nedideli Nedideli
I Nedideli sunkumai 3200 33% sunkumai 33% Sunkumy nekyla 7 683 80% sunkumai 16%
Sunkumy nekyla 5535 58% TOTAL 9591 100%
Sunkumy nekyla 58% Sunkumy_nekyla 80%
TOTAL 9 591 100%

These questions were only asked to people with difficulty.

Ar sunkumas... Ar sunkumas...
N N %
ini Nuolatinis - o
I Laikinas (pasireisSkia Gminiais I Blogéjantis 498 26%
epizodais, periodinémis krizémis arba 1196 Laikinas (pasir... - 29% | Laikinas (pasireiskia Blogéjantis 26%

EEGYERTE) Uminiais epizodais,

I Blogejantis 1036 Blogejantls - 2o% periodinémis krizémis arba 498 26% Laikinas (pasir... - 26%
| Ger¢jantis 108 atkry&iais)

Gerejantis l 3% I Geréjantis 34 2% Geréjantis l 2%

TOTAL 4 100
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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/

Ar jums kyla sunkumy VAIKSTANT arba LIPANT LAIPTAIS? Ar sakytuméte, kad...

Ar jums kyla ATMINTIES arba SUSIKAUPIMO sunkumy? Ar sakytuméte, kad...

N . N
Visiskai to - 9% Visigkai to l 39
I VisiSkai to nesugebu 827 nesugebu | visizkai to nesugebu ?
246
I DIEEN BLh L mE] = Lol Dideli sunkumai _ 22% nesugebu Dideli sunkumai - 17%
| Nedideli sunkumai 3 447 | pideli sunkumai 1652
Nedideli Nedideli
Sunkumy nekyla 3166 sunkumai 218 I Nedidel 3910 sunkumai 41%
TOTAL 9 501 sunkumai
Sunkumy, nekyla 33% Sunkumuy, nekyla 39%
. y ’ Sunkumuy, nekyla 3783 unxamy ¥ °
These questions were only asked to people with difficulty.
Ar sunkumas... Ar sunkumas...
N N
I Laikinas (pasireiskia I Laikinas (pasireiskia
dminiais epizodais, Laikinas (pasire... - 25% dminiais epizodais, Laikinas (pasir... _ 37%
1 580 2133
periodinémis krizémis arba periodinémis krizémis
atkrydiais) Blogéjantis _ 31% arba atkryciais) Blogéjantis - 21%
| Blogéjantis 1976 | Blogéjantis 1210
I Geréjantis 361 Geréjantis 6% | Geréjantis 254 Geréjantis 4%
) ’ ') :“:.t".*-"'
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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/

Ar jums kyla sunkumy RUPINANTIS SAVIMI, pavyzdZiui, kai reikia praustis arba apsirengti? Ar Ar kalbédami kaip visada BENDRAUJATE be sunkumu, pavyzdziui, kiti jus lengvai supranta, o
sakytuméte, kad... jis suprantate kitus? Ar sakytumeéte, kad...
N o N
VisiSkai to o Visiskai to
8% ' 3%
I visigkai to nesugebu 766 nesugebu ] visiskai to nesugebu 287 nesugebu
I Dideli sunkumai 989 Dideli sunkumai - 10% | pideli sunkumai 814 Dideli sunkumai . 8%
I Nedideli sunkumai 2783 I Nedideli sunkumai 2 093 Nedideli
Nedideli sunkumai 29% K . 22%
Sunkumy nekyla 5053 Sunkumuy_ nekyla 6 397 sunkumai
TOTAL 9 591 Sunkumy, nekyla 53% TOTAL 9 591 Sunkumy, nekyla 67%

These questions were only asked to people with difficulty.

Ar sunkumas... Ar sunkumas...
N N

I Nuolatinis 1926 Nuolatinis 42% I Nuolatinis 1 294 Nuolatinis _ 40%
I Laikinas (pasireiskia I Laikinas (pasireiskia
uminiais epizodais, 08 Laikinas (pasirei... - 24% dminiais epizodais, o Laikinas (pasir... - 30%

11 45
periodinémis krizémis periodinémis krizémis arba
I Blogejantis 1142 I Geréjantis 380
I EEEINeE £léid Geréjantis . 8% I Bl EIElE il Blogéjantis 18%
TOTAL 4 542 TOTAL 3199
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

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

Washington Group Short Set (WG-SS)

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

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

6 918 72%

Y Sample information : Number_difficulties_ WGSS >= 2

com_prog

6 134

¥ Sample information : Index_prog >= 1

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

5 086 3%

Y Sample information : Number_difficulties_ WGSS >= 3

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

progressive_dynamic

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

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

Washington Group Extended Set (WG-ES)

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

Ar per pastaruosius 3 ménesius jus daznai vargino SKAUSMAS? Ar sakytuméte, kad... Ar per pastaruosius 3 ménesius daznai jautétés PAVARGE arba ISSEKE? Ar sakytuméte, kad...
N N
I Kasdien 2391 I Kasdien 2 499
I Kai kada 3639 | Kai kada 3 564
Nenoriu atsakyti 59 Nenoriu
Niekada 17% ) 40 Niekada 7%
TOTAL 9 251 atsakyti
Nenoriu atsakyti 1% UL =Rk Nenoriu atsakyti 0%
Ar per pastaruosius 3 ménesius daZnai jautétés PAVARGE arba ISSEKE? Ar sakytuméte, kad...
N
I Pain or fatigue 7 693
. . Pain or fatigue 80%
I No pain nor fatigue 1898
TOTAL 9 591

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

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

@ 3. DISABILITY RECOGNITION

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

Ar jums buvo atliktas negalios vertinimas, siekiant jvertinti ir pripazinti negalig?

N %
NE, bet ji buvo / yra - 15%
I NE, bet ji buvo / yra reikalinga 1435 15% reikalinga
. - o
I NE, bet ji nebuvo reikalinga 1878 A NE, bet ji nebuvo reikalinga - 20%
I No, nusprendziau nedalyvauti 655 7%
No, nusprendziau
ITaip 5 364 57% nedalyvauti - 7%
TOTAL 9 332 100%

Taip 57%

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

Kokie specialistai dalyvavo vertinime?

N %
I Tik gydytojai 2 164 42% K gydytopal
o o o o . Sveikatos priezilros specialistai
I sveikatos priezitros specialistai (gydytojai, slaugytojai, terapeutai) ir L 742 o (gydytojai, slaugytojai, terapeutai) ir _ 349,
kiti specialistai (socialiniai darbuotojai ir kt.) kiti specialistai (socialiniai darbu_otﬁjta)l
ir kt.
[ 1vairds sveikatos priezitros specialistai (gydytojai, slaugytojai, ~lvairls sveikatos priezitros
979 19% specialistai (gydytojai, slaugytojai, 19%
terapeutai) terapeutai)
I Privaciy jmoniy samdomi ne medicinos darbuotojai 168 3% Privaciy jmoniy samdomi ne 3%
medicinos darbuotojai
I kita (nurodykite) 106 2%
TOTAL 5 159 100% kita (nurodykite) 2%
17y AR
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

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

I Nustatyti negalios bliseng (negalios faktg) arba bati

uzregistruotam kaip asmeniui su negalia
l Skirti kitas iSmokas asmenims su negalia

l Skirti pagalbines judéjimo priemones, pagalbines

technologijas arba jrangq

I Skirti nejgalumo (negalios) pensijq

l Pritaikyti darbo arba mokymosi vieta

I Skirti nuolatinio nedarbingumo iSmokg

l Skirti asmeninj padéjéjq

l Padeti pritaikyti blstg arba pasirupinti bustu

l Siuntimui kitoms bendruomenés paslaugoms gauti
I kita (nurodykite)

I Nezinau

l Skirti iSmoka Seimos nariams, atliekantiems slaugytojy
pareigas

TOTAL

1157

565

533

476

364

307

271

234

180

140

149

1651

Ar atliekant negalios vertinima (-us) buvo siekiama...

%

70%

34%

32%

29%

22%

19%

16%

14%

11%

8%

0%

9%

Nustatyti negalios biseng
(negalios fakta) arba buti
uzregistruotam kaip asmeniui su
negalia

Skirti kitas iSmokas asmenims su
negalia

Skirti pagalbines judéjimo
priemones, pagalbines
technologijas arba jrangq

Skirti nejgalumo (negalios)
pensija

Pritaikyti darbo arba mokymosi
vietg

Skirti nuolatinio nedarbingumo
iSmoka

Skirti asmeninj padéjéjq

Padeti pritaikyti bustg arba
pasirupinti bastu

Siuntimui kitoms bendruomenés
paslaugoms gauti

kita (nurodykite)

Nezinau

Skirti iSmoka Seimos nariams,

atliekantiems slaugytojy pareigas

29%

22%

19%

16%

14%

11%

%

B

0%

9%

34%

32%

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.

Ar vertinimo metu turéjote pateikti informacija apie...

N %
I sveikatos biikle (medicininés patikros ar i$vados) 5128 97% ar isvados)
i i o)
I Slaugos ir paramos poreikius 2 834 53%
[ Finansinius isteklius 1524 29% Slaugos ir paramos poreikius _ 53%
I kita (nurodykite) 155 3%
Finansinius iSteklius _ 29%
TOTAL 5 306
kita (nurodykite) l 3%
Kiek karty buvo vertinama jusy negalia? Ar pasibaigus negalios vertinimui jums buvo uztikrintos tokios teisés ir skirta tokia parama,
kokios ir tikéjotés?
N
N
I Kelis kartus 3268 Kelis kartus 61% Nebuvo - 16%
[ Nebuvo 872
I Vieng karta 2 089

TOTAL 5 357
vienatera - o s Lo
L .
TOTAL 5 380 Visiskai _ 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

) L Ar vertinimo rezultatas buvo toks, kokio tikéjotés?
underwent a disability assessment

N %
I Taip 3512 69%

This question was only asked to people who answer NO.

Ar, jusy nuomone, jis buvo toks dél to, kad...

N % Buvo nustatyta mazesné negalia
I Buvo nustatyta maZzesné negalia procentine verte arba Zemesnis lygis, nei 977 1% nei tikétasi
(o]
I Poreikiai nebuvo pakankamai jvertinti 832 52% Sunkumai dirbant arba usiimant
- ) : 0
I Sunkumai dirbant arba uzsiimant kasdiene veikla nebuvo pakankamai kasdiene veikla nebuvo paka.nkar_na! — 7%
748 47% {vertinti
jvertinti Gebéjimas dirbti arba uzsiimti
kasdiene veikla nebuvo pakankamai _ 34%
| Gebejimas dirbti arba uzsiimti kasdiene veikla nebuvo pakankamai {vertintas
541 34% . . - v
socialinei paramai gauti
I Reta liga nebuvo jtraukta j ligy sarasa socialinei paramai gauti 513 32%
. Negalia nebuvo pripazinta _ 25%
I Negalia nebuvo pripazinta 406 25%
I Nebuvo skirta reikalinga parama 342 21% Nebuvo skirta reikalinga parama _ 21%
I kita (nurodykite) 149 9%
.. kita (nurodykite) - 9%
I Nezinau 13 1%
TOTAL 1607

Nezinau 1%




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

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

Satisfaction with Disability Assessment Process

N %
[ Vertinima atlikusiy Zmoniy parodyty Ziniy apie reta liga ir jos supratimo 1 665 53% Vertinima atlikusiy Zzmoniy parodyty 53%
ziniy apie retg ligq ir jos supratimo
I To, kaip buvo jvertinti jasy poreikiai 1 345 43%
I Vertinimg atlikusiy zmoniy elgesio su jumis 1073 34%
To, kaip buvo jvertinti jasy poreikiai 43%
I To, kaip buvo teiraujamasi jisy nuomonés ir kiek | ja buvo atsizvelgta
1002 32%
proceso metu
I Sunkumy ar nepasitenkinimo nebuvo 837 27% Vertinimg atlikusiy Zmoniy elgesio su 34%
jumis
I Reikalaujamos informacijos ir dokumenty 658 21%
I Prasymo teikimo proceso paprastumo 626 20% To, kaip buvo teiraujamasi jasy
TOTAL 3 150 nuomones ir kiek | jg buvo atsizvelgta 32%

proceso metu

Sunkumy ar nepasitenkinimo nebuvo 27%

Reikalaujamos informacijos ir o
21%
dokumenty,
Prasymo teikimo proceso paprastumo - 20%

¥ Sample information : PATIENTvsCARER among "Asmuo, pats sergantis reta liga"
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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

Ar Siuo metu naudojatés...

N %
TR ) . o
I Skirti nejgalumo (negalios) pensijg 1082 17% Skirti nejgalumo (negalios) pensija _ 17%
I Skirti pagalbines judéjimo priemones, pagalbines technologijas
) 1024 17% Skirti pagalbines judéjimo priemones, 179
arba jranga pagalbines technologijas arba jranga °
I Skirti kitas iSmokas asmenims su negalia 855 14%
Skirti kitas iSmokas asmenims su 149%
I Skirti nuolatinio nedarbingumo iSmokg 719 12% negalia °
I Pritaikyti darbo arba mokymosi vietg 443 7%
Skirti nuolatinio nedarbingumo 129
I Pritaikytomis gyvenamosiomis sglygomis arba bistu 395 6% iSmoka °
I Skirti asmeninj padéjejq 303 5%
. . . . . . ) Pritaikyti darbo arba mokymosi viet 7%
I Skirti iSmokg Seimos nariams, atliekantiems slaugytojy pareigas 120 2% Y ¥ a - ?
I Negaunu jokios socialinés paramos 3 205 52% . . o
Pritaikytomis gyvenamosiomis - 6%
I kita (nurodykite) 347 6% salygomis arba bustu
TOTAL 6 194

Skirti asmeninj padéjejq

3
ES

Skirti iSmoka Seimos nariams,
atliekantiems slaugytojy pareigas

kita (nurodykite) - 6%

¥ Sample information : PATIENTvsCARER among "Asmuo, pats sergantis reta liga"
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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

Ar jums sunku gauti valstybine parama, tokia kaip asmeniné pagalba, parama namuose, finansiné parama,
pagalbinés technologijos, pagalbinés judéjimo priemonés ir pan.?

l Labai sunku
I Sunku
l Nei sunku, nei nesunku
I Lengva
Labai lengva
Neaktualu

TOTAL

2 358

2 598

1744

431

89

2 088

9 308

%

25%

28%

19%

5%

1%

22%

100%

Labai sunku

Sunku

Nei sunku, nei
nesunku

Lengva

Labai lengva

Neaktualu

25%

19%

-

1%

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

Su kokiomis kliutimis susiduriate siekdami paramos, tokios kaip asmeniné pagalba, parama namuose, finansiné parama, pagalbinés technologijos, pagalbinés judéjimo priemonés ir pan.?

N
. Pateikti prasyma sudétinga ir ilgai
I Pateikti pradyma sudeétinga ir ilgai trunka 2923 g trungka 42%
I Negalia laikoma nepakankamai sunki 2421
ITrUksta informacijos apie paramos procesqg 2 038 Negalia laikoma nepakankamai sunki — 34%
I Reta liga nejtraukta j ligy sqrasq paramai gauti 1977
| Parama ar paslaugos 3alyje teikiamos, taciau triiksta darbuotoju 1970 Truksta informacijos apie paramos _ 299%
procesg
I Salyje reikalinga parama ar paslaugos neteikiamos 1079
I Netenkinami tinkamumo kriterijai (amzius, gyvenamoji vieta, pilietybé, socialinio draudimo o8> Reta liga nejtraukta j ligy sarada _ 28%
. . 0
imoky istorija, per didelés pajamos) paramai gauti
I Sunkumai pateikti praSomus patvirtinancius medicininius dokumentus (ligos istorijos L
945 Parama ar paslaugos Salyje 289%
dokumentai, diagnoze) teikiamos, taciau triiksta darbuotojy °
I Nerimas dél galimos diskriminacijos 930
Salyje reikali [
I Liga nediagnozuota or SWAN, todel netenkinami kriterijai paramai gauti 305 Salyje reikalinga parama ar pasiaugos 15%
neteikiamos
kita (nurodykite 613
I ita (nurodykite) Netenkinami tinkamumo kriterijai
TOTAL 7 042 (amzius, gyvenamoji vieta, pilietybe, 149
socialinio draudimo jmoky istorija, per °
didelés pajamos)
Sunkumai pateikti praSomus
patvirtinancius medicininius
. . . 13%
dokumentus (ligos istorijos
dokumentai, diagnoze)
This question was only asked to people who didn't find it very easy Nerimas dél galimos diskriminacijos - 13%

to obtain state support.

Liga nediagnozuota or SWAN, todeél

- A ! . 4%
netenkinami kriterijai paramai gauti

kita (nurodykite)

1y e ol
- (J
‘UBl Rare j ‘
b
Some e EURORDIS

OF ¥ INTIA RARE DISEASES EURDPE




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

Ar turite asmeninj padéjéja, kuris padeda jums gyventi savarankiskai?

N
ITaip 1112 Taip - 12%
I NE, bet ji buvo / yra reikalinga 1 845
NE, bet ji buvo / yra 20%
I NE, bet ji nebuvo reikalinga 5483 reikalinga °
I No, nusprendziau nedalyvauti 818

NE, bet ji nebuvo 59%
TOTAL 9 258 reika“nga
No, nusprend2|au_ 9%
nedalyvauti

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

Ar...

I Jasy Seimos narys yra jiisy asmeninis padéjéjas 755 66% asmeninis padéjéjas

n - f A= AT 1 A= Galite patys pasisamdyti asmeninj
Galite patys pasisamdyti asmeninj padéjéjq uz socialiniy paslau

istaigos skirtas lésas. istaigos skirtas lésas.
I Galejote pasirinkti asmeninj padéjeja 244 21% Galéjote pasirinkti asmeninj _ 21%
padéjeja
I Asmeninj padejéja jums pasamde socialiniy paslaugy jstaiga 137 12%
. o . Asmeninj padéjéjg jums pasamde
I 3ums buvo paskirtas asmeninis padéjéjas 92 8% socialiniy paslaugy jstaiga
I kita (nurodykite) 55 5%

Jums buvo paskirtas asmeninis
TOTAL 1138 padéjéjas

kita (nurodykite)
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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.

Kiek valandy per diena Siuo metu jam teikiama asmeniné pagalba?

4

Mean

Kiek valandy per diena Siuo metu jam teikiama asmeniné pagalba?

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.
Ar jus tenkina jums teikiamos asmeninés pagalbos valandy skaicius? Kuo jums padeda asmeninis padéjéjas?
N % N %
Labai 129% 5 Namy ruosos 26%
I Labai nepatenkinta(s) 108 12% nepatenkinta(s) 0 I Namy ruosos darbai 424 76% darbai 0
I Nepatenkinta(s) 92 10% I Asmeniné priezitra 309 56%
) Asmeniné
I Nei patenkinta(s), nei Nepatenkinta(s) - 10% I Asmeninés idvykos 308 55% priesidra - 56%
195 21%
nepatenkinta(s) Nei I Transportation from or to
. 274 49% L
| Patenkinta(s) 324 35% patenkinta(s), - 21% your house Asmenines - 5504
nei iSvykos
Labai patenkinta(s) 205 22% nepatenkinta(s) I Judeti biste (atsigulti | lova,
atsikelti, pakeisti padétj) 204 37% Transportation
TOTAL 924 100% Patenkinta(s) 35% ' P padety from or to your - 49%
I Medicininé priezilra 193 35% house
i Darbovietéje 25 5%
Labai 22% [ ! ° Judéti baste (a.. 37%
patenkinta(s) )
I Mokykloje 23 4%
I Po pamokuy (paskaity) 14 3% Medicininé
- 35%
. i priezilra
I kita (nurodykite) 70 13%
TOTAL 555
Darbovietéje 5%
Mokykloje l 4%
Po pamoky o
(paskaity) I 3%
kita (nurodykite) . 13%
) ’ ') B2
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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.

Ar jums sunku tvarkyti asmeninio padéjéjo klausimus (pasamdyti, tvarkyti jo reikalus, mokéti jam)?

N %
I Labai sunku 62 14%
I sunku 2 sunke: | - -
I Nei sunku, nei : . 0
179 39% Nei sunku, nei nesunku 39%
nesunku
I NeZinau 0 0%
Nezinau 0%
TOTAL 457 100%
Kokiy sunkumy kyla dél asmeninio padéjéjo?
N %
I Jokiy 456 45%
Asmeninis padéjéjas daznai negali _ 17%
I Asmeninis padéjéjas daznai negali dirbti ir niekas jo nepakeicia 167 17% dirbti ir niekas jo nepakeicia °
I Asmeninis padejéjas neturi reikiamo pasirengimo 163 16% Asmeninis padejejas neturi _reikigmo _ 16%
pasirengimo
A ini znai keiciasi 144 14% v P
I S S e TG ° Asmeninis padeéjéjas daznai keiciasi _ 14%
I Sunku iSlaikyti asmeninj padéjéja motyvuotg 140 14% e o
Sunku iSlaikyti asmeninj padejéjq _ 14%
| Asmeninis padéjejas nesutinka atlikti visy uzduodiy 107 11% motyvuota
o o . ) . Asmeninis padéjéjas nesutinka atlikti _ 119
I Sunku uztikrinti, kad asmeninis padéjéjas neperzengs riby 107 11% visy uzduodiy °
I Asmeninis asistentas ne visada atsizvelgia | pageidavimus 82 8% Sunku uztikrinti, kad asmeninis _ 11%
padéjéjas neperzengs riby
I kita (nurodykite) 168 17% Asmeninis asistentas ne visada - 8%
TOTAL 1 006 atsizvelgia | pageidavimus

1y e ol
- (J
‘UBl Rare j ‘
b
Some e EURORDIS

OF ¥ INTIA RARE DISEASES EURDPE



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

Il Namy ruogos darbai

I Asmeninés iSvykos

I Transportation from or to
your house

I Asmeniné priezilra

I Medicininé priezidra

I Mokykloje

I Po pamoky (paskaity)

I Judeti buste (atsigulti j lova,
atsikelti, pakeisti padetj)

I Darbovieteje
I kita (nurodykite)

TOTAL

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

Ka darant jums reikia pagalbos?

N %

Namy ruosos
1219 68% darbai

919 51%
Asmeninés
iSvykos

904 51%
Transportation
from or to your
858 48% house
693 39% o
Asmeniné
419 23% priezilra
418 23% Medicinine
priezitra

379 21%
Mokykloje

239 13%
175 10% Po pamoky
1789 (paskaity)

Judéti buste (a...

Darbovietéje

kita (nurodykite)

51%

51%

48%

39%

23%

23%

21%

-
3
X

10%

Dél kokiy priezasciy neturite asmeninio padéjéjo?

I Netenkinamos asmeninio
padéjejo skyrimo salygos

I Neaiskus prasymo teikimo
procesas

I Salyje asmeninio padéjejo
paslauga neteikiama

I Buvo prasoma jj skirti, bet

prasymas nebuvo patenkintas

I Buvo prasoma jj skirti ir dabar

laukiama eiléje
I kita (nurodykite)

TOTAL

349

274

175

115

81

301

1119

%

31%

24%

16%

10%

7%

27%

Netenkinamos
asmeninio
padeéjejo skyrimo
salygos

Neaiskus
prasymo teikimo
procesas

Salyje asmeninio
padéjejo
paslauga

neteikiama

Buvo prasoma jj
skirti, bet

prasymas nebuvo

patenkintas

Buvo prasoma jj
skirti ir dabar
laukiama eiléje

kita (nurodykite)

31%

24%

16%

10%

27%
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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

Ar gyvenate... Ar esate patenkinti dabartinémis gyvenamosiomis salygomis?

N N Labai
I su seima 7 614 | Labai nepatenkinta(s) 1134 nepatenkinta(s)
IVieni 1624 Vieni - 17% I Nepatenkinta(s) 569 Nepatenkinta(s) - 6%
I Residential institution 143 . . l Nei patenkinta(s), nei nepatenkinta(s) 1342 Nei patenkinta(s)

Residential | 1% e - 14%
| Bute, kuriame teikiamos paramos o3 institution | Patenkinta(s) 3020 nepatenkinta(s)
aslaugos ; ;

PEEERE Bute, kuriame ... 1% Labai patenkinta(s) 3221 Patenkinta(s) 33%
I kita (nurodykite) 147 TOTAL 9 286
TOTAL 9 591 kita (nurodykite) | 2% Labai 35%

patenkinta(s)

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.
Ar didZiaja dienos dalj praleidziate su... Ar norétumeéte gyventi...
N N
Kitais Lei .
| itais deimos nariais 4143 Itals iﬂ?aoiz _ 57% I su seima 3904 Su seima _

| vieni 1614 I vieni 1225
I vairiais bendruomeneés nariais, - 220, I Bute, kuriame teikiamos paramos

1262 Vieni 384 Bute, kuriame

tiek su negalia, tiek be jos paslaugos teikiamos .
6%
| Kitais zmonemis su negalia 197 Il Mazesnéje gyvenamojoje istaigoje p;);;aungg:
o o 98
TOTAL 7 216 lvairiais bendr... - 17% vienvieCiame kambaryje
MaZesnéje gyve... 2%
I Gyvenamojoje jstaigoje
18
Kitais Zmonémis 3% daugiavie¢iame kambaryje L
su negalia Gyvenamojoje j... 0%
I kita (nurodykite) 427
TOTAL 6 056 kita (nurodykite)
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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

Ar kada nors patyréte diskriminacija dél retos ligos arba negalios?

N %
v || Yes 5270 58%

I Sveikatos prieziliros jstaigoje 2 234 24% Yes 58%
I Mieste (vieSbutis, restoranai, transportas, muziejai ir pan.) 2 158 24%
I Svietimo |staigoje 1 850 20%
[ parbe 1822 20%
I Gyvenamojoje vietoje 506 6%
I kita (nurodykite) 454 5% Niekada 42%
I In the social environment (family, friends...) 83 1%

I Niekada 3860 42%

TOTAL 9126 ® Yes @ Niekada

Ar kada nors patyréte diskriminacija dél retos ligos arba negalios?

N %

viekaca |
I Sveikatos prieziuros jstaigoje 2234 24% Sveikatos prieziuros istaigoje ?
I

I Niekada 3 860 42%

Mieste (viesbutis, restoranai,

) o ) o 4%
l Mieste (vieSbutis, restoranai, transportas, muziejai ir pan.) 2 158 24% transportas, muziejai ir pan. ) ©
I Svietimo istaigoje L5 AV Svietimo istaigoje [N 20

[ parbe 1822 20%

I Gyvenamojoje vietoje 506 6%

joje vietoj 6%
Ikita (nurodykite) 454 5% Gyvenamojoje vietoje - °

I In the social environment (family, friends...) 83 1% kita (nurodykite) 5%
l Nezinau 25 0% In the social environment (family,
friends...)
TOTAL 9 150
Nezinau
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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 Samdomas (-a) darbuotojas (-a) (arba dirbant...

I UZsiimantis (-i) verslu, individualia veikla
vl Unemployed or cannot work because of a disease

I Nedirbantis (-i)
I Cannot work because of the disease

I Namy Seimininkas (-&)

I Pensininkas (-€)

I Studentas (-€)/mokinys

Dar ne mokyklinio amziaus

I kita (nurodykite)

TOTAL

2 567

2 329

238

1216

716

500

177

714

500

154

5332

Kokia jusy dabartiné situacija?

%

48%

44%

4%

23%

13%

9%

3%

13%

9%

0%

3%

100%

Employed 4%

Unemployed or cannot work because

o,
of a disease 2%

Namy, Seimininkas (-&) 3%

Pensininkas (-¢) 13%

Studentas (-€)/mokinys 9%

Dar ne mokyklinio amziaus 0%

kita (nurodykite) . 3%

@® Samdomas (-a) darbuotojas (-a) (arba dirbantis ne visu etatu)

@® Uzsiimantis (-i) verslu, individualia veikla @® Nedirbantis (-i)

® cannot work because of the disease = @ Namy Seimininkas (-€) @ Pensininkas (-é&)
® studentas (-é)/mokinys Dar ne mokyklinio amziaus ® kita (nurodykite)

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.

Jeigu rastuméte darbaq, kaip norétumeéte dirbti?

N
I Visu etatu 185
| Neiedkau darbo 290

TOTAL 206 Neieskau darbo _ 32%

Dél kokiy priezasciy Siuo metu nedirbate?

N % S
I Sunku kontroliuoti simptomus ar spéti | priemimus pas gydytojus 503 55% spéti | priemimus pas gydytojus
I Sudétinga darbo rinka 271 30% Sudétinga darbo rinka _ 30%
. . o . . Tokiy patogumy darbe kaip pritaikyta
I Tokiy patogumy darbe kaip pritaikyta darbo aplinka, lankstus darbo grafikas, 563 9% darbo aplinka, lankstus darbo _ 29%
parama su transportu ar asmeninis padéjejas trikumas grafikas, parama su transportu ar
asmeninis padejéjas trikumas
I kita (nurodykite) 159 17% kita (nurodykite) _ 17%
- . . - oo o
I Potencialiy arba buvusiy darbdaviy neigiamas pozitris ir stigma 158 17% Potencialiy arba buvusiy, darbdaviy _ -
I Tinkamo mokymo trikumas ar nepakankamas konsultavimas karjeros ir neigiamas poziuris ir stigma
. o 116 13% Tinkamo mokymo triakumas ar
uzimtumo klausimais nepakankamas konsultavimas - 13%
karj ir uzimt klausimai
I Baimé netekti finansinés paramos 75 8% areros I uzimtumo Kiausimais
. Baimé netekti finansinés paramos - 8%
I Kito asmens priezitra 64 7%
I Nepritaria deima 26 3% Kito asmens priezitra - 7%
TOTAL 916

Nepritaria Seima
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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.

Kokia parama ir patogumai darbe, jusy nuomone, pagerinty jusy darbo salygas?

Tokie patogumai darbe kaip

ITokle patogumai darbe kaip pritaikyta darbo aplinka, lankstus darbo pritaikyta darbo aplinka, lankstus

grafikas, nuotolinis darbas, galimybé atsiprasyti iS darbo gydymo ar 2 463 darbo grafikas, nuotolinis darbas, 82%
o . galimybé atsiprasyti iS darbo
procedary tikslais gydymo ar procediry tikslais
I Kolegy ir darbdavio jtraukus, teigiamas pozidris 1211
ITinkamas mokymas, konsultavimas karjeros ir uzimtumo klausimais 459
[l Pagalba su transportu 432 Kolegy ir darbdavio jtraukus, 40%
teigiamas pozitris
I Asmeninis padéjéjas 151
TOTAL 3 005
Tinkamas mokymas, konsultavimas
- R L 15%
karjeros ir uzimtumo klausimais
Pagalba su transportu 14%
Asmeninis padejéjas 5%
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

I Pilna laika ligums uz pastavigu

laiku

I Nepilna laika ligums uz

pastavigu laiku

I Pilna laika ligums uz noteiktu

laiku

I Nepilna laika ligums uz

noteiktu laiku
I kita (nurodykite)

TOTAL

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

Kads ir Jusu darba liguma veids?

1561

621

300

158

142

2782

%

56%

22%

11%

6%

5%

100%

Pilna laika ligums
uz pastavigu
laiku

Nepilna laika
ligums uz
pastavigu laiku

Pilna laika ligums
uz noteiktu laiku

Nepilna laika
ligums uz
noteiktu laiku

kita (nurodykite)

l Dalyvavimas be
apibojimy,

| Siek tiek ribotas
I Labai ribotas

TOTAL

Koks dabartinis jusy dalyvavimo darbo veikloje lygis?

1942

892
220

3 054

%

64%

29%
7%

100%

Dalyvavimas be
apibojimy,

Siek tiek ribotas

Labai ribotas

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.

N
I Iprastoje darbovietéje (organizacijoje, kurioje dirba tiek Zmonés su negalia, tiek be jos,
be specialios paramos ar patogumuy) 2199
I Iprastoje darbovietéje su specialia parama ar patogumais (organizacijoje, kurioje dirba
tiek Zmonés su negalia, tiek be jos, su specialia paramos ar patogumais, priklausomai 735
nuo asmenines situacijos)
I Specialioje darbovietéje (organizacijose, kuriose daugiausiai dirba Zmonés su negalia) 75
TOTAL 3 009

N

I Iprastoje darbovietéje (organizacijoje, kurioje dirba tiek Zmonés su negalia, tiek be jos, be
specialios paramos ar patogumuy) 290
I Iprastoje darbovietéje su specialia parama ar patogumais (organizacijoje, kurioje dirba tiek
zmonés su negalia, tiek be jos, su specialia paramos ar patogumais, priklausomai nuo 1175
asmenineés situacijos)
I Specialioje darbovietéje (organizacijose, kuriose daugiausiai dirba Zmonés su negalia) 120
I Nesvarbu 732
TOTAL 3017

Ar dirbate?

%

73%

24%

2%

100%

Iprastoje darbovietéje
(organizacijoje, kurioje dirba tiek
zmonés su negalia, tiek be jos, be
BRSSO P SMRRA RApT
parama ar patogumais
(organizacijoje, kurioje dirba tiek
zZmonés su negalia, tiek be jos, su
specialia paramos ar patogumais,
priklausomai nuo asmeninés
situacijos)
Specialioje darbovietéje
(organizacijose, kuriose daugiausiai
dirba Zzmonés su negalia)

Ar norétumeéte dirbti...

%

33%

39%

4%

24%

100%

Iprastoje darbovietéje
(organizacijoje, kurioje dirba tiek
zmonés su negalia, tiek be jos, be
| pESstio) 08 MBVNGS R NAEp@Urata
parama ar patogumais
(organizacijoje, kurioje dirba tiek
zmonés su negalia, tiek be jos, su
specialia paramos ar patogumais,
priklausomai nuo asmeninés

sjtuacijo
Specialioje dar oviete

(organizacijose, kuriose daugiausiai
dirba Zmonés su negalia)

Nesvarbu

73%

24%

I 2%

33%

39%

4%

24%

Y Sample information : Situation_m among "Samdomas (-a) darbuotojas (-a) (arba dirbantis ne visu etatu),UZsiimantis (-j) verslu, individualia veikla"
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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

Ar lankote...

N
I Bendrojo lavinimo mokyklg be patogumy arba pritaikymuy, 662 patogumy arba pritaikymuy,
I Bendrojo lavinimo mokykla su patogumais arba pritaikymais 504 Bendrojo lavinimo mokyklg su _ —
t i b itaik i

I Specializuotg mokyklg vaikams su negalia 290 patogumais arba pritaikymais
I Universitetg 224 Specializuotg mokyklg vaikams su _ 15%

negalia
I Dar ne mokyklinio amziaus 67

I Mokosi namuose 62 Universitetg _ 12%

I Iprastos mokyklos, specializuotos mokyklos ir mokymosi namuose
derinys >4 Dar ne mokyklinio amziaus - 4%

I kita (nurodykite) 14
Mokosi namuose - 3%
TOTAL 1 877

Iprastos mokyklos, specializuotos
mokyklos ir mokymosi hamuose
derinys

kita (nurodykite) 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 %

0 v | Limited 1250 72%
Nesugebu 99 6% i
I & . . o apibojimy, N 26%
iek tiek ribotas 547 32% I apibojimy,
Labai ribotas 494 28%
Labai ribot 312 18%
I Labai ribotas ’ Neaktualu l 3% I Siek tiek ribotas 622 36% Neaktualu I 2%
|l palyvavimas be apibojimy 732 42% I Dalyvavimas be apiboj yo .
. . ) alyvavimas be apibojimy, o
I Neaktualu 46 3% @ Nesugebu @ Siek tiek ribotas @® Nesugebu @ Labai ribotas
T o) v
TOTAL 1736 100% © Labai ribotas I Neaicualy % 2 ® Siek tlek ribotas
® Dalyvavimas be apibojimy TOTAL 1 748 100% @ Dalyvavimas be apibojimy
® Neaktualu ® Neaktualu
Compared to other people the same age, what is your current level of participation in moving Naudojimasis ugdomaja medziaga ir jranga, kuri klasése / auditorijose prieinama kitiems
around at school/university (e._g., to get to and use the bathroom, playground, cafeteria, library mokiniams / studentams arba kuri buvo pritaikyta jums (pvz., knygos, kompiuteriai, kédés ir
or other rooms and things that are available to other students the same age)? stalai)
N % N %
v [ Limited 834 48% v || Limited 698 41%
l Nesugebu e s apibojimy 49% I Nesugebu 68 4% apibojimy
Labai ribotas 237 14% i ri
I ° Neaktualu ' 3% I Labai ribotas 197 11% Neaktualu . 6%
I Siek tiek ribotas 481 28% I Siek tiek ribotas 433 25%
I Dalyvavimas be apib... 855 49% @® Nesugebu @ Labai ribotas I Dalyvavimas be apiboj... 922 549, @® Nesugebu @ Labai ribotas
I Neaktualu 54 3% ©® Siek tiek ribotas I Neaktualu 103 6% ©® Siek tiek ribotas
(o] - - am
@ Dalyvavimas be apibojimy @ Dalyvavimas be apibojimy
TOTAL 1743 100% ® Neaktualu TOTAL 1723 100% ® Neaktualu
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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

Bendravimas su kitais mokiniais / studentais ir suaugusiaisiais mokykloje / universitete

N %
I Nesugebu 82 5%
I Labai ribotas 291 17%
. Dalyvavimas be apibojimy, 50%

| Siek tiek ribotas 440 25%
I palyvavimas be apiboji... 880 50%
I Neaktualu 54 3% Neaktualu l 3%
TOTAL 1747 100%

@® Nesugebu @ Labairibotas @ Siek tiek ribotas
@® Dalyvavimas be apibojimy @ Neaktualu
Sc_ScP_cat
N %
vl Limited participation 1229 79% o o
Limited participation 23%

| Siek tiek ribotas 484 31%

I very limited particip... 386 25%

l Limited participation 359 23%

Dalyvavimas be apibojimy, 21%

I Dalyvavimas be apiboji... 319 21%
TOTAL 1 548 100%

@ Siek tiek ribotas @ Very limited participation @ Limited participation
@ Dalyvavimas be apibojimy
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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:

Laisvalaikis, zaidimai ir kita bendra veikla su draugais kaimynystéje ir bendruomenéje (pvz.,
ivairas zaidimai, kartu leidziamas laikas, éjimas j kina, parka, kavine ir pan.)

vl Limited participation
I Nesugebu
I Labai ribotas
| Siek tiek ribotas
I Dalyvavimas be apibojimy
I Neaktualu

TOTAL

7 008

838

2 608

3 562

2 283

270

9 561

%

73%

9%

27%

37%

24%

3%

100%

Limited 37%
participation
Dalyvavimas be 24%
apibojimy,

Neaktualu I 3%

@® Nesugebu @ Labai ribotas
©® Siek tiek ribotas

@® Dalyvavimas be apibojimy

® Neaktualu

Judéjimas kaimynystéje ir bendruomenéje (pvz., viesieji pastatai, parkai, uzkandinés, kinas)

vl Limited participation
I Nesugebu
I Labai ribotas
| Siek tiek ribotas
I Dalyvavimas be apib...
I Neaktualu

TOTAL

6 085

711

2 066

3 308

3178

303

9 566

%

64%

7%

22%

35%

33%

3%

100%

participation
Dalyvavimas be - 339
apibojimy °

Neaktualu l 3%

@® Nesugebu @ Labai ribotas
© Siek tiek ribotas

@ Dalyvavimas be apibojimy

@® Neaktualu

Planuoti renginiai ir veikla kaimynystéje ir bendruomenéje (pvz., komandinis sportas, klubai,
sventiniai arba religiniai renginiai, koncertai, paradai, mugés)

N

vl Limited participation 7 280
I Nesugebu 1339

I Labai ribotas 2 677

| Siek tiek ribotas 3264

I Dalyvavimas be apib... 1760

I Neaktualu 504
TOTAL 9 544

%

76%

14%

28%

34%

18%

5%

100%

Limited o

articonton NN 2% 3+
Dalyvavimas be - 18%
apibojimy, °

Neaktualu l 5%

@® Nesugebu @ Labai ribotas
©® Siek tiek ribotas

@® Dalyvavimas be apibojimy

® Neaktualu

Bendravimas su kitais kaimynystéje ir bendruomenéje

N

v | Limited participation 8 648
I Dalyvavimas be a... 4523

I Labai ribotas 1448

I Siek tiek ribotas 2677

I Nesugebu 512

I Neaktualu 395
TOTAL 9 555

%

91%

47%

15%

28%

5%

4%

100%

participation

Nesugebu lS%
Neaktualu l4%

@ Dalyvavimas be apibojimy
@ Labai ribotas @ Siek tiek ribotas
® Nesugebu @ Neaktualu
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

N
vl Limited participation 7 281
I Very limited participation 3110
| Limited participation 1859
| Siek tiek ribotas 2312
I Dalyvavimas be apibojimy, 1411
TOTAL 8 692

%

84%

36%

21%

27%

16%

100%

Sc_CoP_cat

Limited participation 27%

Dalyvavimas be
apibojimy,

16%

@ Very limited participation ® Limited participation
® Siek tiek ribotas @® Dalyvavimas be apibojimy
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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

Kaip ivertintumeéte aplinkiniy jums sitloma socialine parama (artimieji, kuriais galima Ar per pastaruosius 12 ménesiy kokioje nors organizacijoje uzsiéméte kokia nors neapmokama,
pasikliauti, kity Zmoniy démesys, praktiné parama is kaimynuy, jeigu jos prireikty)? neprivaloma darbine arba neformalia veikla (pvz., pagalba kitiems Zmonéms, pagalba
gyviinams)?
N
I Prasta 2 080
I Ne 6570 Ne 70%
I vidutinidka 3693
| stipri 3454

TOTAL 9435
TOTAL 9 227 Taip 30%
Stipri 37%

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

Kodél ne? Nurodykite tik viena svarbiausia priezasti.

N %

i 0,
I Nera laiko 1108 27%
| Nedomina 433 10%

I Per jaunas savanoriauti 242 6% .
Nedomina 10%

I Pastatai nepritaikyti Zmonéms su

115 3%
negalia j
gali Per jaunas . 6%
savanoriauti
I Baimé netekti socialinés paramos
87 2%
émusis savanoriauti Pastatai nepritaikyti 39
Zmonéms su negalia ¢
TOTAL 4 149 100%
Baimé netekti
socialinés paramos ' 2%

émusis savanoriauti
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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
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Jei turite klausimy, susisiekite su Rare Barometer komanda
adresu rare.barometer@eurordis.org

Jei turite klausimy, susisiekite su Rare Barometer komanda
adresu rare.barometer@eurordis.org
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