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

Vai jus atbildat uz aptaujas jautajumiem ka...?

9 591

Ierice, ko izmanto, lai atbildetu Vidé&jais minasu skaits anketas Vidé&jais minaisu skaits anketas

® PC O Tablet Smartphone

aizpildisanai aizpildisanai

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

Vai jus atbildat uz aptaujas jautajumiem ka...?

I Persona, kurai pasai ir reta slimiba 6 136

Pacients, kas ir izarsté&jies vai turpina
I Pacients, kas ir izarst&jies vai turpina veseloties (piem., cilvéks, vese|oties (piem., cilvéks, kas ' 1%

123 L
kas parcietis vézi) parcietis vézi)

a i imt 3 0,
I Bérna, kam ir reta slimiba, vecaks 2 816 Bérna, kam ir reta slimiba, vecaks _ 29%

| Vecvecaks cilvékam, kam ir reta slimiba 43 Vecvecaks cilvékam, kam ir reta I 0%
slimiba
I Dzivesbiedrs cilvékam, kam ir reta slimiba 240
Dzivesbiedrs cilvékam, kam ir reta . 3%
I Tévocis/tante cilvékam, kam ir reta slimiba 19 slimiba
I Cilvéka ar retu slimibu bralis vai masa 82 Tévocis/tante cilvékam, kam ir reta ‘ 0%
slimiba
I Cits (precizé€jiet): 132

Cilvéka ar retu slimibu bralis vai I 1%
TOTAL 9 591 masa

Cits (precizgjiet): ' 1%

Ja "Cita", noradiet... Vai esat pacienta parstavis, t.i., esat iesaistits personu ar retam slimibam atbalsta politikas
izstradée?
N %
N
I Persona, kurai . Persona, kurai ~ _ o
. - 6 260 65% pasai ir reta | BE 2210 Ja 23%
pasai ir reta slimiba -
slimiba

, | B 6 643

I Family member 333 3
1 5% .
(parent, SDOUSE) 0 I NeZInu 738 Né — 690/0
TOTAL 9 591 100% Family member TOTAL 9591
(parent, 35%
spouse...) Nezinu 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

Vai Jus esat : Kada vecuma Jis pabeidzat pilna laika macibas? (PILNA LAIKA MACIBAS - macibas ir
pamatnodarbosanas (sanemts pamatskolas vai vidusskolas diploms, bakalaura, magistra grads
u.c.))
N
I sieviete > 807 Sieviete 75% N .
15 g.v. vai 6%
I Virietis 1 864 I 15 g.v. vai jaunaks 450 jaunaks 0
I Cits/Nevélos atbildétits 72 l vecuma no 16 lidz 19 gadiem 1817 vecuma no _
- - . 16 lidz 24%
TOTAL 7 743 Virietis 24% I vecuma no 20 lidz 23 gadiem 2 291 19 gadiem
A 20 Iidz 30%
I vél macos 848 23 gadiem
Cits/Nevélos TOTAL 7 548
atbildetits | 1 7°
vél macos - 11%
Jusu vecums? Cik vecs ir cilvéks, kuru skar reta slimiba?
N % N %

Less than 18 31 0% Less than 18 1611 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 1114 16% From 30 to 39 904 12%
From 40 to 49 1 833 26% From 40 to 49 1277 17%
From 50 to 59 1847 26% From 50 to 59 1475 19%
60 and over 1733 25% 60 and over 1537 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 %
Francija 1168 14% Serbija 69 17%
Italija 946 12% Luksemburga 50 13%
Spanija 858 11% Latvija 46 12%
Vacija 762 9% Polija 44 11% 2
Belgija 465 6% Ukraina 33 8% 197
Niderlande 429 5% Lietuva 32 8% 273
21
Danija 427 5% Slovénija 27 7% 95
Rumanija 368 5% Kipra 24 6% 3
Turcija 368 5% Malta 24 6% 35
334 23
Apvienota Krievija 21 5%
367 5% 1

Karaliste Bosnija un

13 3%
Somija 338 4% Hercegovina >3
Portugale 274 3% Makedonija 4 1%
Zviedrija 228 3% Igaunija 3 1% X
Cehu Republika 154 2% Melnkalne 3 1% 232
Griekija 150 2% Islande 2 1%

42
Slovakija 127 2% Andora 1 0%
211 218
Norvégija 123 2% Baltkrievija 1 0% 858
125
Ungarija 114 1% Lihtensteina 1 0%
24
Horvatija 104 1% Moldova 1 0%
frija 91 1% Monako 1 0% 7
Sveice 87 1%
Austrija 77 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

Kura valsti Jus dzivojat?

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

Ludzu, atlasiet teikumu, kas vislabak raksturo jusu vai jusu aprupétas personas situaciju:

N
I Es zinu retas slimibas, sindroma vai anomalijas NOSAUKUMU - tas ir APSTIPRINATS ar atbilstoSiem
genétiskiem, kliniskiem, attéldiagnostikas, molekulariem vai biokimiskiem izmekl&jumiem (pieméram, 8 624
biopsija, asins vai urina analizes)
I Es zinu retas slimibas, sindroma vai anomalijas NOSAUKUMU, bet tas NAV apstiprinats ar
atbilstosiem genétiskiem, kliniskiem, attéldiagnostikas, molekulariem vai biokimiskiem izmekl&jumiem 456
I Man ir DALEJA informacija par retas slimibas nosaukumu vai iesaistito génu, vai slimibas veidu/tipu 184
I Zinu, ka $i slimiba ir reta, bet NAV NOTEIKTS tas nosaukums vai iemesls NAV NOTEIKTS 242
I Cits (preciz€jiet): 84

@ Es zinu retas slimibas, sindroma vai anomalijas NOSAUKUMU - tas ir APSTIPRINATS ar atbilstosi...
TOTAL 9 590 @ Es zinu retas slimibas, sindroma vai anomalijas NOSAUKUMU, bet tas NAV apstiprinats ar atbilst...

@® Man ir DALEJA informacija par retas slimibas nosaukumu vai iesaistito génu, vai slimibas veidu/...
@ Zinu, ka $i slimiba ir reta, bet NAV NOTEIKTS tas nosaukums vai iemesls NAV NOTEIKTS
@ Cits (precizéjiet):

This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
Ja varat atceréties, cik ilgs laiks ir pagajis, kop$ jus pirmo reizi uzzinajat Sis retas slimibas, sindroma Aptuveni pirms cik ilga laika $i reta slimiba, sindroms vai anomalija tika APSTIPRINATA ar
vai anomalijas NOSAUKUMU? atbilstosiem genétiskiem, kliniskiem, mediciniskiem attélveido$anas, molekularajiem vai
biokimiskajiem testiem (pieméram, ar biopsiju, asins vai urina analizi)?
N Mazak neka N
. o - -
I Mazak neka pirms 6 ménesiem 43 _ p\l,rms . 7% Mazak r_1eka o
6 ménesiem - - . pirms 9%
I Mazak neka pirms 6 ménesiem 739 6 ménediem
I Pirms 6 lidz 23 ménesSiem 76 . -
Pirms 6 lidz 23 o : . . . .
I 12% I Pirms 6 Iidz 23 ménesiem 1001 Pirms 6 lidz 23 o
I Pirms 2 lidz 4 gadiem 140 menesiem ménesiem 12%
I | Pirms 2 Iidz 4 gadiem 1502
Pirms 5 vai vairak gadiem 362 Pirms 2 lidz o . _
4 gadiem - 23% | Pirms 5 vai vairak gadiem 5366 P|r:15 Zd'“(:\i - 17%
TOTAL 621 gadie

Pirms 5 vai
vairak gadiem

TOTAL 8 608 ) )
vairak gadiem
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

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

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

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

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

Circulatory system diseases _ 837

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

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

HHT Europe

NF Patients United

Federation of European
Scleroderma Associations
European Myasthenia Gravis
Association

PHA Europe (Pulmonary Arterial
Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network

22Q11 Europe

European Society for
Phenylketonuria

OIFE - Osteogenesis Imperfecta
Federation Europe

CF Europe

European Federation of Williams
Syndrome

European Federation for
Hereditary Spastic Paraplegia
European Tuberous Sclerosis
Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst
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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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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

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

. . S months or more due to a health problem.
remembering or concentrating, self-care, communication.

Vai pédéjo 6 vai vairak ménesu laika jusu veselibas problémas
ierobeZoja jisu spéjas veikt darbibas, ko cilvéki parasti veic?Jis
teiktu, ka...

WG-SS2
N %
N %
v With disability 7 790 83%
With disability 8 351 87%
Stipri ierobezoja 2 964 31%
Without disability 1 240 13%
Ierobezoja, bet ne parak sti... 4 826 51%
TOTAL 9 591 100%
v Without disability 1652 17%
Nav ierobezojusas nemaz 1652 17%
TOTAL 9 442 100%
WG-SS2

Vai pédéjo 6 vai vairak ménesu laika jlsu veselibas problémas
ierobezoja jiisu spéjas veikt darbibas, ko cilvéki parasti veic?Jiis
teiktu, ka...

Without disability - 17%

@ Stipri ierobezoja ® Ierobezoja, bet ne parak stipri
@ Nav ierobezojusas nemaz

Without disability . 13%

through activity limitations that an individual experienced in the last 6

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

Vai uzskatat sevi par cilveku...?

N %

v With disability 8 030 88%
Ar redzamu invaliditati 1626 18%

Ar neredzamu invaliditati 4 107 45%

Gan ar redzamu, gan ar ne... 2 297 25%

v Without disability 1 068 12%
Bez invaliditates 1068 12%
TOTAL 9 098 100%

Vai uzskatat sevi par cilvéku...?

Without disability . 12%

@ Ar redzamu invaliditati
@® Ar neredzamu invaliditati

Gan ar redzamu, gan ar neredzamu invaliditati
@ Bez invaliditates
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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/

Vai jums ir gratibas REDZET, pat ja nésajat brilles? Jis teiktu, ka... Vai jums ir griitibas DZIRDET, pat ja lietojat dzirdes aparatu(-us)? Jus teiktu, ka...
N % N %
o Neredzu vispar I 1% Neredzu vispar | 0%
I Neredzu vispar 98 1% I Neredzu vispar 38 0% ‘
I Ir diezgan grati 758 8% Ir diezgan grati . 8% l Ir diezgan grti 326 3% Ir diezgan grti l 39
I Ir nedaudz grati 3 200 33% I Ir nedaudz griti 1544 16%
Nav gritibu 5 535 58% Ir nedaudz grdti 33% Nav gritibu 7 683 80% Ir nedaudz grati 16%
TOTAL 9 591 100% TOTAL 9 591 100%
Nav gratibu 58% Nav gratibu 80%
These questions were only asked to people with difficulty.
Vai Sis gratibas...? Vai $is gratibas...?
N N %
= - I tavi 43% SvT
I 1r parejosas (rodas akdtu gadijumu, 1196 | Pasliktinas 498 26%
periodisku krizu vai recidivu laika) Ir parejosas (. - 29% =iy _ Pasliktinas - 26%
l Ir parejosas (rodas akuatu
I Pasliktinas 1036 gadijumu, periodisku krizu vai 498 26%
I 250, i
I uzlabojas 108 Pasliktinas - ° recidivu laika) Ir parejosas (r... - 26%
TOTAL 4 100 | uzlabojas 34 2%
Uzlabojas I 3% j 2%
! TOTAL 1917  100% Uzlabojas l °
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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/

Vai jums ir griatibas STAIGAT vai KAPT PA KAPNEM? Jis teiktu, ka... Vai jums ir gritibas ATCERETIES vai KONCENTRETIES? Jiis teiktu, ka...
N N
o Neredzu vispar - 9% Neredzu vispar l 39,
I Neredzu vispar 827 I Neredzu vispar 246 P ’
I Ir diezgan grati 2151 Ir diezgan grti _ 220, I Ir diezgan grati 1652 Ir diezgan griti - 17%
I Ir nedaudz grati 3447 l Ir nedaudz griiti 3910
Nav gratibu 3166 Ir nedaudz grati 36% Nav gratibu 3783 Ir nedaudz griti 41%
TOTAL 9 591 . TOTAL 9 591
Nav gratibu 33% Nav gratibu 39%

These questions were only asked to people with difficulty.

Vai sis gritibas...? Vai Sis gritibas...?

N N
I Ir parejosas (rodas akitu I Ir parejosas (rodas
gadijumu, periodisku krizu 1 580 Ir parejosas (ro... - 25% akatu gadijumu, Ir parejosas (r.. _ 37%
vai recidivu laika) periodisku krizu vai 2133
| Pasliktinas 1976 Pasliktinas _ 31% recidivu laika) Pasliktinas - 21%
| uzlabojas 361 | Pasliktinas 1210
TOTAL 6 432 Uzlabojas 6% | uziabojas 254 Uzlabojas 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/

Vai jums ir griutibas SEVI APKOPT, pieméram, pilniba nomazgaties vai apgérbties? Jus teiktu, ka... Vai, lietojot savu ierasto valodu, jums ir griitibas KOMUNICET, pieméram, saprast vai tikt
saprastam(-ai)? Jus teiktu, ka...
N
o Neredzu vispar . 8% N
I Neredzu vispar 766 Neredzu vispar ' 3%
. N I Neredzu vispar 287
I Ir diezgan gruti 2 Ir diezgan grati - 10%
l Ir diezgan grti 814 Ir diezgan griti . 8%
I Ir nedaudz grati 2783
. Ir nedaudz grdti 2 093
Nav gratibu 5053 Ir nedaudz grati 29% ! Ir nedaudz griti 22%
Nav gratibu 6 397
TOTAL 9 591
Nav gratibu 53% TOTAL 9591 Nav griitibu 67%
These questions were only asked to people with difficulty.
Vai Sis gritibas...? Vai Sis griatibas...?
N N
| i+ pastavigas 1926 Ir pastavigas 42% | 1 pastavigas 1294 Ir pastavigas _ 40%
I Ir parejosas (rodas I Ir parejosas (rodas akdtu
akGtu gadijumu, 08 Ir parejosas (ro... - 24% gadijumu, periodisku krizu 945 Ir parejosas (r.. - 30%
11
periodisku krizu vai vai recidivu laika)
recidivu laika) Pasliktinds - 250, I Uzlabojas 380 Uzlabojas - 12%
I Pasliktinas 1142 | Pasliktinas 580
I Uzlabojas 366 Uzlabojas . 8% TOTAL 3199 Pasliktinas 18%
TOTAL 4 542
) ] ') 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 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/

Cik biezi pédéjo tris ménesu laika jums ir bijuSsas SAPES? Jiis teiktu, ka... Cik biezi pédéjo tris ménesu jus esat juties(-usies) loti NOGURIS(-USI) vai NOVARDZIS(-USI)?
Jus teiktu, ka...
N
Katru dienu - 26% N
I Katru dienu 2 391 Katru dienu _ 27%
l l Katru dienu 2 499
Vairuma dienu 1589 : = 4
vairum cien [N 17 B vairuma giens 2 668 wm—— 0
| Dazas dienas 3639
| Nekad 628
Es nevélos atbildét 59
Nekad 17% Es nevélos Nekad 7%
40
TOTAL 9 251 atbildat
Es nevélos Es nevélos
0,
atbildat 1% TOTAL 9 399 atbildat 0%
Cik biezi pédéjo tris ménesu jus esat juties(-usies) loti NOGURIS(-USI) vai NOVARDZIS(-USI)? Jis teiktu, ka...
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

Vai jums kadreiz tika veikts invaliditates novéertéjums, kura merkis ir novértét un noteikt invaliditati?

N % _ _ o
NE, tomér tas ir/bija - 15%
I NE, tomér tas ir/bija nepieciesams
o 1435 15%
nepieciesams NE, bet tas ari nav/nebija - 20%
_ ajadzigs
I NE, bet tas ari nav/nebija vaj 9
o 1878 20%
vajadzigs NE, es izlému to nedarit - 7%
I Ng, es izlemu to nedarit 655 7%
s 5 364 = [ 7

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

Kadi specialisti tikai iesaistiti novertéjuma?

N %
| Tikai medicinas specialisti 2 164 42% et P °
. _ o _ . Veselibas aprupes specialisti (arsti,
lVesellbas aprupes specialisti (arsti, medmasas, terapeiti...) un ar L 742 s medmasas, terapeiti...) un ar _ 349,
74 4% _ I A o
veselibas apriipi nesaistiti darbinieki (socialie darbinieki...) veselibas apripi nesaistiti d?"_b'n_'ek'
(socialie darbinieki...)
[ vairaki veselibas apriipes specialisti (arsti, medmasas, terapeiti...) 979 19% Vairaki veselibas apriipes specialisti _ 199
(o]
. _ L _ o o (arsti, medmasas, terapeiti...)
I Privatu uznémumu noligtais personals, kas nav medicinas darbinieki 168 3%
Privatu uznémumu noligtais
I cits (precizajiet): 106 2% personals, kas nav medicinas . 3%
darbinieki
TOTAL 5159 100%
Cits (preciz€jiet): . 2%
B P ok
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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 Invaliditates statusu, invalida apliecibu vai registréties

ka personai ar invaliditati

l Citus personam ar invaliditati paredzétos pabalstus
l ParvietoSanas paliglidzeklus, paligtehnologijas vai
ierices

I Invaliditates pensiju

l Pielagojumus darba vai izglitibas joma

I Pastavigas darbnespéjas pensiju

l Personigo asistentu

| Atbalstu, lai pielagotu majokli vai piekluvi majoklim
l Norikojumu uz citiem socialajiem pakalpojumiem

I Cits (precizéjiet):

I Nezinu

l Pensiju gimenes locekliem ar apripes pienakumiem

TOTAL

Vai invaliditates novertéjuma(-u) veikSanas mérkis bija iegiit...

1157

565

533

476

364

307

271

234

180

140

149

1651

%

70%

34%

32%

29%

22%

19%

16%

14%

11%

8%

0%

9%

Invaliditates statusu, invalida
apliecibu vai registréties ka
personai ar invaliditati

Citus personam ar invaliditati
paredzétos pabalstus

ParvietoSanas paliglidzek]us,
paligtehnolodijas vai ierices

Invaliditates pensiju

Pielagojumus darba vai izglitibas
joma

Pastavigas darbnespé&jas pensiju

Personigo asistentu

Atbalstu, lai pielagotu majokli vai
piekluvi majoklim

Norikojumu uz citiem socialajiem
pakalpojumiem

Cits (preciz€jiet):

Nezinu

Pensiju gimenes locekliem ar
apripes pienakumiem

| .u

B

0%

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.

I Veselibas stavokli (mediciniskajiem izmekléjumiem vai

parskatiem)

I Ikdienas nodarbém
IVajadzTgo aprupi un atbalstu
I Finansu resursiem

I cits (precizgjiet):

Vai novértéjuma laika jums ludza sniegt informaciju par...?

5128

3176
2 834
1524

155

5 306

Cik reizes jums tika veikti invaliditates novértéjumi?

TOTAL
N
I Vairakas reizes 3 268
I Vienu reizi 2 089
TOTAL 5 357

%

97%

60%

53%

29%

3%

Veselibas stavokli (mediciniskajiem
izmekléjumiem vai parskatiem)

Ikdienas nodarbém 60%

Vajadzigo apripi un atbalstu 53%

Finansu resursiem 29%

Cits (precizg&jiet): 3%

Vai péc invaliditates novertéjuma beigam jums bija pieejamas tiesibas un atbalsts, uz ko

ceréejat?
N
L Nebija pieejami - 16%
I Nebija pieejami 872
I Pilniba 1 955
ilNnNTh3 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

This question was only asked to people who
underwent a disability assessment

TOTAL

Vai novértéjuma rezultati bija tadi, kadus jus paredzéejat?

1608

3512

5120

%

St Ne - 21

69%

This question was only asked to people who answer NO.

ITika pieskirts mazaks invaliditates procents vai pakape, neka paredzéts
I Vajadzibas netika pietiekami novértétas

I Gratibas stradat vai veikt ikdienas nodarbes netika pietiekami novértétas
I Spé€ja stradat vai veikt ikdienas nodarbes netika pietiekami novérteta

I Reta slimiba nebija ieklauta to slimibu saraksta, kuru dé€| var sanemt

atbalstu

I Invaliditate netika noteikta

I NepiecieSama atbalsta sanemsana tika liegta
I cits (preciz&jiet):

I Nezinu

TOTAL

977
832
748

541

513

406
342
149

13

1607

Kads, jusuprat, bija iemesls?

%

? Tika pieskirts mazaks invaliditates
61% procents vai pakape, neka paredzéts
520, Vajadzibas netika pietiekami

novértétas
47% Gratibas stradat vai veikt ikdienas
o nodarbes netika pietiekami
34% novértétas
Spé€ja stradat vai veikt ikdienas
32% nodarbes netika pietiekami novérteta
Reta slimiba nebija ieklauta to slimibu
250 saraksta, kuru d€| var sanemt
atbalstu
21%
° Invaliditate netika noteikta
9%
NepiecieSama atbalsta sanemsana
1% tika liegta

Cits (precizgjiet):

Nezinu

61%

52%

47%

34%

32%

25%

21%

9%

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 %
[ Novértetaju zinadanas un izpratne par reto slimibu 1 665 53% Novértétaju zinasanas un izpratne par 53%
reto slimibu
I Veids, ka tika novértétas jusu vajadzibas 1 345 43%
Novértétaju izturéSanas pret jums 1073 34%
I ) pret] ? Veids, ka tika novértétas jlsu 43%
[ Veids, ka procesa laika tika noskaidrots un nemts véra jisu viedoklis 1002 32% vajadzibas
Il Nebija GRUTIBU vai NEAPMIERINATIBAS 837 27%
I NepiecieSama informacija un dokumenti 658 21% Novértétaju izturéSanas pret jums 34%
I PieteikS8anas procesa vienkarsiba 626 20%
TOTAL 3 150 Veids, ka procesa laika tika
noskaidrots un nemts vera jlsu 32%
viedoklis

Nebija GRUTIBU vai

P 0,
NEAPMIERINATIBAS 27%

21%

NepiecieSama informacija un
dokumenti

PieteikSanas procesa vienkarsiba 20%

]

¥ Sample information : PATIENTvsCARER among "Persona, kurai pasai ir reta slimiba
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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

Vai jus sobrid sanemat...?

N %
idit3 i1 0,
| invaliditates pensiju 1082 17% Invaliditates pensiju _ 17%
I ParvietoSanas paliglidzeklus, paligtehnologijas vai ierices 1024 17%
Parvietosanas paliglidzek]us, 17%
I Citus personam ar invaliditati paredzétos pabalstus 855 14% paligtehnologijas vai ierices °
I Pastavigas darbnespéjas pensiju 719 12% ) _ ) o
Citus personam ar invaliditati - 14%
I Pielagojumus darba vai izglitibas joma 443 7% paredzétos pabalstus
I Pielagotu majokli vai piekluvi majoklim 395 6%
B ] Pastavigas darbnespéjas pensiju - 12%
I Personigo asistentu 303 5%
S O . - A . o
I Pensiju gimenes locekliem ar apripes pienakumiem 120 2% Pielagojumus darba vai izglitibas - -
| Man nav nekadu prieksrocibu 3 205 52% Joma
I Cits (preciz€jiet): 347 6% Pielagotu majokli vai piek|uvi - 6%
TOTAL 6 194 majoklim

Personigo asistentu

3
B8

Pensiju gimenes locekliem ar apripes
pienakumiem

6%

&
N
X

Cits (precizé&jiet):

¥ Sample information : PATIENTvsCARER among "Persona, kurai pasai ir reta slimiba”
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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

Cik sarezgiti jums ir sanemt valsts atbalstu, pieméram, apripéetaju, atbalstu majas, finansialu atbalstu,
paligtehnologijas, parvietosanas paliglidzeklus utt.?

N %

I Loti sarezgiti 2358 25%
I Neitrali 1744 19%

Loti viegli 89 1% o

Viegli 5%

Neattiecas 2 088 22%

TOTAL 9 308 100% Loti viegli 1%
Neattiecas 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

Kadi skérsli jums liedz sanemt valsts atbalstu, pieméram, apriipétaju, atbalstu majas, finansialu atbalstu, paligtehnologijas, parvietosanas paliglidzeklus utt.?

N
L ) o ) . PietiekSanas process ir sarezgits un 420,
I PietiekSanas process ir sarezgits un ilgstoss 2923 ilgstogs 0
I Invaliditate netika uzskatita par pietiekami smagu 2421
I Trukst informacijas par procesu 2 038 Invaliditate neti_ka_ uzskatita par 34%
pietiekami smagu
I Reta slimiba nebija ieklauta to slimibu saraksta, kuru dé€] var sanemt atbalstu 1977
I Valstl ir pieejams atbalsts vai pakalpojumi, bet trikst personala/cilvéku resursu 1970 Trikst informacijas par procesu _ 29%
I Regiona/valsti nav pieejams nepiecieSamais atbalsts vai pakalpojumi 1079
[ Neatbilstu kritérijiem, lai to sanemtu (vecums, dzivesvieta, tautiba, socialas apdrosinasanas 982 Reta slimiba nebija ieklauta to slimibu
saraksta, kuru de€| var sanemt 28%
I Gritibas sniegt pieprasitos mediciniskos pieradijumus (slimibas vésturi, diagnozi) 945 atbalstu
I BaZas par iesp&jamu diskriminaciju 930 Valsti ir pieejams atbalsts vai
pakalpojumi, bet trukst 28%
I Nav diagnozes, lidz ar to neatbilstu kritérijiem, lai to sanemtu 305 personala/cilvéku resursu
I cits (precizzjiet): 613 Regiona/valsti nav pieejams
nepiecieSamais atbalsts vai _ 15%
TOTAL 7 042 pakalpojumi
Neatbilstu kritérijiem, lai to sanemtu
(vecums, dzivesvieta, tautiba, - 14%
socialas apdroSinasanas
Grutibas sniegt pieprasitos
mediciniskos pieradijumus (slimibas - 13%
vésturi, diagnozi)
This question was only asked to people who didn't find it very easy BaZas par iesp&jamu diskriminaciju - 13%

to obtain state support.

Nav diagnozes, l1dz ar to neatbilstu
kritérijiem, lai to sanemtu

Cits (precizg&jiet):

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

Vai jums ir personigais asistents, kas jums palidz dzivot patstavigi?

N
I NE, tomér tas ir/bija nepieciesams 1 845
_ NE, tomér tas ir/bija 20%
I NE, bet tas ari nav/nebija vajadzigs 5483 nepiecie$ams °
I NE, es izlému to nedarit 818

NE, bet tas ar 59%
TOTAL 9 258 nav/nebija vajadzigs
NE, es izlemu to 9%
nedarit

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

Jusu atbilde:

N %
| Mans personigais asistents ir gimenes loceklis 755 66% gimenes loceklis
Varéju klat par personiga
I Varéju klut par personiga asistenta darba devéju, izmantojot asistenta darba devéju, _ 280
315 28% . . e o
valsts iestazu piedkirto finans&jumu izmantojot valsts iestazu pieskirto
finanséjumu
[ vargju izvéléties personigo asistentu 244 21% Varéju izvéléties personigo _ 21%
asistentu
I Manu personigo asistentu nodarbina valsts dienests 137 12%
o . . o Manu personigo asistentu o
I Personigais asistents tika pieskirts 92 8% nodarbina valsts dienests 12%
I cits (precizgjiet): 55 5%
Personigais asistents tika pieskirts 8%
TOTAL 1138

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

These questions were only asked to people who have a personal

assistant.
Cik stundas diena vins/vina paslaik sanem personiga asistenta palidzibu? How many days of personal assistance do they currently have per week?
Mean Mean
Cik stundas diena vins/vina paslaik sanem personiga asistenta palidzibu? 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.
Vai esat apmierinats(-a) ar personiga asistenta palidzibas stundu skaitu? Kadus uzdevumus personigais asistents paslaik veic?
N % N %
Loti 120, Majsaimniecibas 76%
I Loti neapmierinats 108 12% neapmierinats 0 I Majsaimniecibas darbi 424 76% darbi 0
I Neapmierinats 92 10% I Personiga aprupe 309 56%
I Ne apmierinats, ne Neapmierinats - 10% I saviesigi izbraucieni 308 55% Personiga apripe - 56%
195 21%
neapmierinats [l Transportation from or to
Ne apmierinats, 274 49% Saviesiai
I Apmlerlnats 324 350/0 e - 210/0 your house i aVIe-SIg! - 550/0
- izbraucieni
) L neapmierinats Seme i . —_—
Loti apmierinats 205 22% I Mobilitate jlisu dzivesvieta
TOTAL 924 100% = (iekapsana gulta vai izkap$ana Transportation
° Apmierinats 35% 204 37% from or to your 49%
no tas, parvieto$anas no viena house
punkta lidz otram)
oti apmierinat 22% Mobilitate jlsu ... 37%
Loti apmierinats ° | Mediciniska aprape 193 35% ) -
| Palidziba darbavieta 25 5%
Mediciniska 35%
I Palidziba skola 23 4% aprape ?
I Palidziba arpusskolas
o 14 3% Palidziba 50
nodarbibas darbavieta ’
I cits (precizgjiet): 70 13%
TOTAL 555 Palidziba skola I 4%
Palidziba
arpusskolas I 3%
nodarbibas

13%

Cits (preciz€jiet):
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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
I Loti sarezditi 62
I Sarezgiti 94
I Neitrali 179
I viegli 64
I Loti viegli 58
I Nezinu 0
TOTAL 457

I Nav problému

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

Cik grati jums ir nodrosinat personigo asistentu (noalgot, vadit, maksat atalgojumu)?

%

14%

21%

39%

14%

13%

0%

100%

Nezinu 0%

Ar kadiem izaicinajumiem nakas saskarties, izmantojot personiga asistenta pakalpojumus?

456

I Personigais asistents biezi vien nevar stradat un netiek aizstats prombutnes

laika

I Personigais asistents nav pietiekami apmacits

I Personigais asistents biezi mainas

I Personigo asistentu ir gruti motivét

I Personigais asistents nevélas veikt visus darbus
I Ir grati ievérot robeZas ar personigo asistentu

I Personigais asistents ne vienmér ciena izvéli

I Cits (preciz€jiet):

TOTAL

167

163
144
140
107
107

82
168

1 006

%

45%

17%

16%

14%

14%

11%

11%

8%

17%

Nav problému

Personigais asistents biezi vien nevar
stradat un netiek aizstats prombitnes
laika

Personigais asistents nav pietiekami
apmacits

Personigais asistents biezi mainas

Personigo asistentu ir grati motivét
Personigais asistents nevélas veikt
visus darbus

Ir grdti ievérot robezas ar personigo
asistentu

Personigais asistents ne vienmér
ciena izvéli

Cits (precizé€jiet):

45%

17%

16%

14%

14%

17%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

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

Ar kadiem uzdevumiem jums ir nepiecieSama palidziba?

I Majsaimniecibas darbi

I Saviesigi izbraucieni

I Transportation from or to
your house

I Personiga aprupe

I Mediciniska aprupe

I Palidziba skola

I Palidziba arpusskolas
nodarbibas

I Mobilitate jasu dzivesvieta
(iekapsana gulta vai izkapsana
no tas, parvietosanas no viena
punkta lidz otram)

I Palidziba darbavieta

I cits (precizgjiet):

TOTAL

1219

919

904

858
693

419

418

379

239
175

1789

%

68%

51%

51%

48%
39%

23%

23%

21%

13%

10%

Majsaimniecibas
darbi

Saviesigi
izbraucieni

Transportation
from or to your
house

Personiga aprupe

Mediciniska
aprupe

Palidziba skola

Palidziba
arpusskolas
nodarbibas

Mobilitate jasu...

Palidziba
darbavieta

Cits
(precizéjiet):

51%

51%

48%

39%

23%

23%

21%

-
w

o
>

10%

I Netika izpilditas prasibas, lai

iegutu personigo asistentu
I PietiekS8anas process nav skaidrs

I Valsti/redgiona nav pieejams

personigais asistents

I Asistents tika pieprasits, tacu
pieprasijums tika noraidits

I Asistents tika pieprasits, tacu ir
jagaida rinda

I cits (precizgjiet):

TOTAL

349

274

175

115

81

301

1119

%

31%

24%

16%

10%

7%

27%

Kapéc jums nav personiga asistenta?

Netika izpilditas
prasibas, lai
iegutu personigo
asistentu

Pietieksanas
process nav
skaidrs

Valsti/redgiona nav
pieejams
personigais
asistents

Asistents tika
pieprasits, tacu
pieprasijums tika
noraidits

Asistents tika
pieprasits, tacu ir
jagaida rinda

Cits (precizéjiet):

7%

16%

10%
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‘U ' Rare
Barometer

015 ¥

31%

24%

27%

%
X
EURORDIS

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

Vai jus dzivojat...

N
I Ar gimeni 7 614
I viens(-a) 1624 Viens(-a) - 17%
I Residential institution 143
Residential I 1%
| DzivokIi ar atbalsta institution
63
akalpojumiem
> - Dzivokli ar atb... 1%
| cits (precizgjiet): 147
Cits I 20
TOTAL 9 591 (precizéjiet): °

Vai jus esat apmierinats(-a) ar pasreizéjiem sadzives apstakliem?

Loti neapmierinats - 12%

l Loti neapmierinats 1134
I Neapmierinats 569 Neapmierinats - 6%
I Ne apmierinats, ne neapmierinats 1342 _

Ne apmierinats, - 14%
I Apmierinats 3 020 ne neapmierinats

Loti apmierinats 3221 Apmierinats 33%

TOTAL 9 286

Loti apmierinats 35%

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

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

Vai jus pavadat lielako dalu dienas ar...?

ar invaliditati

N
o . . Citiem gimenes
7%
I Citiem gimenes locekliem 4143 locekliem _ 57%
l Viens(-a) 1614
I Dazadiem cilvékiem kopiena ar 1 262 Viens(-a) - 220,
invaliditati vai bez tas
Dazadiem
| citiem cilvekiem ar invaliditati 197 cilvekiem
kopiena ar - 17%
DO o el invaliditati vai
bez tas
Citiem cilvékiem | 3%

Vai jums labak patiktu dzivot...?

I Viens(-a) 1225
Viens(-a) - 20%
I Dzivokli ar atbalsta

384 B )
pakalpojumiem Dzivokli ar
atbalsta l 6%
I Neliela dzivojama maja ar pakalpojumiem
98 s
atsevigku gulamistabu Neliela dzivojama
maja ar atsevisku 2%
I Aprupes iestadé ar kopigu gulamistabu
18 - I
gulamistabu Aprupes |esta!de
ar kopigu 0%
I Cits (precizéjiet): 427 gulamistabu
2 6 056 Cits (precizg&jiet): . 7%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

mimn o o0iAL PARTICIPATION

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

Sample size 9591 responses

Vai esat kadreiz saskaries(-usies) ar diskriminaciju saistiba ar reto slimibu vai invaliditati?

b _ o

N

v || Yes 5270
I Veselibas aprupé 2 234

I Citas sabiedriskas vietas (viesnica, restoranos, transporta, muzejos u.c.) 2 158

[ 1zglitibas joma 1 850

[ parba 1822

I Majokiu joma 506

I Cits (preciz€jiet): 454

I In the social environment (family, friends...) 83

Il Nekad 3860
TOTAL 9126

%

58%

24%

24%

20%

20%

6%

5%

1%

42%

o _ o

® Yes @ Nekad

Vai esat kadreiz saskaries(-usies) ar diskriminaciju saistiba ar reto slimibu vai invaliditati?

N
I Nekad 3 860
I Veselibas aprupé 2234
I Citas sabiedriskas vietas (viesnica, restoranos, transporta, muzejos u.c.) 2 158
[ 1zglitibas joma 1 850
[ parba 1822
I Majokiu joma 506
I Cits (preciz€jiet): 454
I In the social environment (family, friends...) 83
I Nezinu 25
TOTAL 9 150

%

42%

24%

24%

20%

20%

6%

5%

1%

0%

Citas sabiedriskas vietas (viesnica,
restoranos, transporta, muzejos u.c.)

I -

4%
Darba 20%

Majoklu joma 6%

5%

Cits (preciz€jiet):

In the social environment (family, l 19
friends...) °

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

mimn o £)PLOYMENT

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

Sample size 9591 responses

vl Employed
I Nodarbinats(-a)(vai dal&ji nodarbinats(-a))
I Pasnodarbinatais(-a)
vl Unemployed or cannot work because of a disease
I Bezdarbnieks(-ce)
I Cannot work because of the disease
I Majsaimnieks(-ce)
I Pensionars(-e)
I Students/skolnieks(-ce)
Vel nav skolas vecuma
I Cits (preciz€jiet):

TOTAL

2 567

2 329

238

1216

716

500

177

714

500

154

5332

Kada ir jisu pasreizéja 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%

Majsaimnieks(-ce) 3%

Pensionars(-e) 13%

Students/skolnieks(-ce) 9%

Vel nav skolas vecuma 0%

Cits (precizgjiet): 3%

@® Nodarbinats(-a)(vai daléji nodarbinats(-a)) ® Pasnodarbinatais(-a)

@® Bezdarbnieks(-ce) @ cannot work because of the disease ® Majsaimnieks(-ce)
@ Pensionars(-e) ® sStudents/skolnieks(-ce) Vel nav skolas vecuma

@ Cits (precizé&jiet):

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.

Kada veida darba ligumu jus izvéletos, ja klutu par darba néméju?

N
Pilnas slodzes - 20%
| Pilnas slodzes ligumu 185 ligumu
I Nepilnas slodzes ligumu 431 Nepilnas slodzes _ 48%
[igumu
| Nekadu, darbu mekI&ju 290
Nekadu, darbu
TOTAL 906 meklgju I -2

Kadi ir jisu pasreizéjas nenodarbinatibas iemesli?

N %
I Grutibas tikt gala ar simptomiem / organizét mediciniskas vizites 503 55% organizét mediciniskas vizites
I Sarezgits darba tirgus 271 30% ~_ Sarezdits darba tirgus _ 30%
Nav pielagojumu darba, pieméram,
Il Nav pielagojumu darba, piemé&ram, nav piemérotu darba apstéklu, elastiga nav piemérotu darba apstak|u,
) . ) o 263 29% elastiga darba grafika, _ 29%
darba grafika, transportésanas atbalsta vai personiga asistenta transportéganas atbalsta vai
. R personiga asistenta
I Cits (precizéjiet): 159 17% Cits (;g)recizéjiet): _ 17%
I Potencialo vai iepriekSéjo darba devéju negativa attieksme un aizspriedumi 158 17% Potencialo vai ieprieksgéjo darba
devéju negativa attieksme un _ 17%
I Neatbilstosa apmaciba, karjeras konsultacijas vai profesionala orientacija 116 13% aizspriedumi
Neatbilstosa apmaciba, karjeras
I Bailes zaudét finansialos pabalstus 75 8% konsultacijas vai profesionala _ 13%
orientacija
I Aprapétaja pienakumi 64 7%
Bailes zaudét finansialos pabalstus - 8%
I Nav gimenes atbalsta 26 3%
TOTAL 916 Apripétaja pienakumi - 7%

Nav gimenes atbalsta
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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.

Jusuprat, kads ar nodarbinatibu saistits atbalsts un darba vietas pielagojumi var uzlabot jusu darba dzivi?

N
e = - S i - Pielagojumi darba, pieméram,
I Pielagojumi darba, pieméram, pieméroti darba apstakli, elastigs pieméroti darba apstakli, elastigs
darba grafiks, attalinats darbs, iesp&ja neierasties darba arstésanas vai 2 463 darba grafiks, attalinats darbs, 82%
. B iesp€&ja neierasties darba arstésanas
terapijas dé| vai terapijas dé|
I Ieklausana un pozitiva attieksme no kolégu un/vai darba devéju 1911
puses
I Atbilstosa apmaciba, karjeras konsultacijas vai profesionala IeklauSana un pozitiva attieksme no 40%
N 459 kolégu un/vai darba devéju puses °
orientacija
I Atbalsts transportam 432
I Personigais asistents 151
TOTAL 3 005 AtbilstoSa apmaciba, karjeras
konsultacijas vai profesionala 15%
orientacija
Atbalsts transportam . 14%

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

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

Kokia Jusy darbo sutartis? Kada ir jisu pasreizéja iesaiste darba?
N % N %
Pilnas slodzes
I Pilnas slodzes ligums uz . . "EU”"S lka _ | Pilniga daliba 1942 64%
1561 56% nenoteiktu laiku AT o
. . Pilniga daliba
nenoteiktu laiku | zinama meéra ierobezota g
I Nepilnas slodzes llgums uz Nepilnas slodzes daliba 892 29%
P g 621 22% I.TgUmS-UZ - 22%
nenoteiktu laiku nenoteiktu laiku | Loti ierobezota daliba 220 7%
I Pilnas slodzes ligums uz Pilnas slodzes TOTAL 3 054 100% .
notelktu faiku noteiktu laiku
I Nepilnas slodzes llgums uz .
158 6% Nepilnas slodzes
noteiktu laiku ligums uz 6%
noteiktu laiku
I cits (precizgjiet): 142 5% Loti ierobeZota
N 7%
daliba
TOTAL 2782 100% Cits (precizé&jiet): ' 5%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

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

I Pastaviga darba (organizacija, kas nodarbina cilvékus ar invaliditati un bez invaliditates,
bez atbalsta vai ar darba vietas pielagojumiem)

I Pastaviga darba ar atbalstu vai darba vietas pielagojumiem (organizacija, kas nodarbina
cilvékus ar invaliditati un bez invaliditates, ar atbalstu vai darba vietas pielagojumiem
atbilstosi attiecigajai situacijai)

I Aizsargatas nodarbinatibas statusa (organizacija, kas galvenokart nodarbina cilvékus ar
invaliditati)

TOTAL

I Pastaviga darba (organizacija, kas nodarbina cilvékus ar invaliditati un bez invaliditates, bez
atbalsta vai ar darba vietas pielagojumiem)

I Pastaviga darba ar atbalstu vai darba vietas pielagojumiem (organizacija, kas nodarbina
cilvékus ar invaliditati un bez invaliditates, ar atbalstu vai darba vietas pielagojumiem
atbilstosi attiecigajai situacijai)

I Aizsargatas nodarbinatibas statusa (organizacija, kas galvenokart nodarbina cilvékus ar
invaliditati)

I Nav vélmju

TOTAL

2199

735

75

3 009

990

1175

120

732

3017

Vai jus stradajat?

% L B o
Pastaviga darba (organizacija, kas

nodarbina cilvékus ar invaliditati un

73% bez invaliditates, bez atbalsta vai ar
darba vietas pielagojumiem)

Pastaviga darba ar atbalstu vai darba

vietas pielagojumiem (organizacija,

24%, kas nodarbina cilvékus ar invaliditati
un bez invaliditates, ar atbalstu vai

darba vietas pielagojumiem atbilstosi
attiecigajai situacijai)

24%

2% Aizsargatas nodarbinatibas statusa
(organizacija, kas galvenokart
nodarbina cilvékus ar invaliditati)

I 2%

100%

Vai jus véléetos stradat...

0,
o Pastaviga darba (organizacija, kas

nodarbina cilvékus ar invaliditati un
33% bez invaliditates, bez atbalsta vai ar

darba vietas pielagojumiem)
Pastaviga darba ar atbalstu vai darba

vietas pielagojumiem (organizacija,

kas nodarbina cilvékus ar invaliditati

39% un bez invaliditates, ar atbalstu vai
darba vietas pielagojumiem atbilstosi
attiecigajai situacijai)

Aizsargatas nodarbinatibas statusa

4% (organizacija, kas galvenokart
nodarbina cilvékus ar invaliditati)

33%

4%

24%

100% Nav vélmju 24%
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73%

39%

Y Sample information : Situation_m among "Nodarbinats(-a)(vai dajéji nodarbinats(-a)); 'Pa§nodarbina'tais(-5)"
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

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

Vai jus apmekléjat...

N
I Visparejo skolu bez pielagojumiem vai adaptacijam 662 vai adaptacijam
l Visparéjo skolu AR pielagojumiem vai adaptacijam 504 Vispargjo skolu AR pielagojumiem vai _ 5701
d t_ . (o]
I Specializetu skolu barniem ar invaliditati 290 adaptacijam
I Universitati 224 Specializétu skolu bérniem ar _ 15%
invaliditati
I Vel nav skolas vecuma 67
| Majmacibu 62 Universitati _ 12%
I Apvienoju gan visparizglitojosSo skolu, gan specializéto skolu, gan
macibas majas >4 Vél nav skolas vecuma - 4%
I cits (preciz&jiet): 14
Majmacibu - 3%
TOTAL 1877
Apvienoju gan visparizglitojoSo skolu,
gan specializéto skolu, gan macibas . 3%
majas
Cits (precizéjiet): l 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
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

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

Compared to other people the same age, what is your current level of participation in educational Compared to other people the same age, what is your current level of participation in social, play
(academic) activities with other students in the classroom? and recreational activities with other students (e.g., “hanging out”, sports, clubs, hobbies, creative
arts, lunchtime or recess activities)?
N %
. N %
Limited
B P — mitea | o2 i5%) e e
0 v | Limited 1250 72%
Nav iesp&jams piedalr... 99 6%
Pe P Pilniga daliba _ 42% I Nav iesp&jams piedali... 134 8% oo . o
I Zinama méra ierobezo 547 32% Pilniga daliba 26%
I Loti ierobezota daliba 494 28%
. . . o )
I oti ferobezota daliba 212 ol Neattiecas l 3% I Zinama méra ierobezo... 622 36% Neattiecas I 2%
I Pilniga daliba 732 42%
o o I rilniga dalba 454 26%
| Neattiecas 46 3% @ Nav iesp&jams piedalities @ Nav iespéjams piedalities
TOTAL 1736 100 @® Zinama méra ierobeZota daliba I Neattiecas 36 2% @ Loti ierobezota daliba
o . . -
@ Loti ierobeZota daliba TOTAL 1 748 100% @ Zinama méra ierobezota daliba
@ Pilniga daliba @ Neattiecas @ Pilniga daliba @ Neattiecas
Compared to other people the same age, what is your current level of participation in moving Izmantojot macibu materialus un aprikojumu, kas klasé(-és) ir pieejams citiem
around at SChOOl/unlverSIty (e-.g-, to get to and .use the bathroom, playground, cafeteria, Ilbrary skoléniem/studentiem vai ir pielégots jums (pieméram, grématasl datorusl kréslus un
or other rooms and things that are available to other students the same age)? rakstamgaldus)?
N % N %
VI Limited 834 48% VI Limited 698 41%
oti ierobeZota da... 237 14% ii 3 i
I o Neattiecas l 3% I Loti ierobezota daliba 197 11% Neattiecas . 6%
I zinama mera iero.. 481 28% | zinama meéra ierob... 433 25%
I Pilnga daliba 855 49% @ Nav iespéjams piedalities I Pilniga daliba 922 54% @ Nav iesp&jams piedalities
ii z i tii beZota dalib
I Neattiecas >4 3% ® Loti ierobeZota daliba | Neattiecas 103 6% ° l"? | leronezota datbe -
@ Zinama méra ierobezota daliba © Zinama méra ierobeZota daliba
TOTAL 1743 100% ® Pilniga daliba @ Neattiecas TOTAL 1723 100% @ Pilniga daliba @ Neattiecas
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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

Sazinoties ar citiem skoléniem/studentiem un pieaugusajiem skola/universitate?

N %
I Nav iesp&jams pied... 82 5%
I Loti ierobezota daliba 291 17%
Pilniga daliba 50%

| zinama mera ierobe... 440 25%
I Pilniga daliba 880 50%
I Neattiecas 54 3% Neattiecas l 3%
TOTAL 1747 100%

@® Nav iesp&jams piedalities @ Loti ierobeZota daliba
@ Zinama méra ierobezota daliba @ Pilniga daliba ® Neattiecas
Sc_ScP_cat
N %
vl Limited participation 1229 79% o o
Limited participation 23%

| zinama meéra ierobe... 484 31%

I very limited particip... 386 25%

l Limited participation 359 23%

Pilniga daliba 21%

I Pilniga daliba 319 21%
TOTAL 1548 100%

@® Zinama méra ierobezota daliba @ Very limited participation
@ Limited participation @ Pilniga daliba
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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:

Sabiedriskaja dzivé, rotalas un briva laika pavadisanas nodarbés ar draugiem apkaimé un
kopiena (pieméram, ikdieniskas spelés, kopa bilisanas reizés, ejot uz tadam sabiedriskam
vietam ka kinoteatris, parks vai restorans)?

N

vl Limited participation 7 008
I Nav iesp&jams piedalit... 838

I Loti ierobezota daliba 2 608

I zinama méra ierobeo.. 3562

I Pilniga daliba 2 283

I Neattiecas 270
TOTAL 9 561

%

73%

9%

27%

37%

24%

3%

100%

Limited
participation

@ Nav iespé&jams piedalities

@ Loti ierobeZzota daliba

@ Zinama meéra ierobezota daliba
@ Pilniga daliba @ Neattiecas

Pilniga daliba - 24%

Neattiecas l 3%

Parvietojoties apkaimé un kopiena (pieméram, sabiedriskas iestadés, parkos, restoranos,

N

v | Limited participation 6 085
I Nav iesp&jams pie... 711

I Loti ierobezota da... 2 066

I zinama meéra iero... 3 308

I Pilniga daliba 3178

I Neattiecas 303
TOTAL 9 566

kinoteatros)?

%

64%

7%

22%

35%

33%

3%

100%

Limited
participation

@ Nav iespéjams piedalities

@ Loti ierobezota daliba

@® Zzinama méra ierobezota daliba
@ Pilniga daliba

® Neattiecas

oinica corve [

Neattiecas ' 3%

35%

Organizetos pasakumos un nodarbés apkaimé un kopiena (pieméram, komandu sporta veidos,
pulcinos, svétku vai religiskos pasakumos, koncertos, paradés un gadatirgos)?

vl Limited participation

I Nav iesp&jams pie...
I Loti ierobeZota da...

l Zinama mera iero...

I Pilniga daliba
I Neattiecas

TOTAL

vl Limited participation

I Pilniga daliba

I Loti ierobezota da...
| zinama meéra iero...

I Nav iesp&jams pieda...

I Neattiecas

TOTAL

7 280

1339

2677

3 264

1760

504

9 544

%

76%

14%

28%

34%

18%

5%

100%

participation
Pilniga daliba - 18%

Neattiecas l 5%

@ Nav iespéjams piedalities

@ Loti ierobezota daliba

@ Zinama méra ierobeZota daliba
@ Pilniga daliba @ Neattiecas

Sazinoties ar citiem cilvekiem apkaimé un kopiena?

8 648

4523

1448

2 677

512

395

9 555

%

91%

47%

15%

28%

5%

4%

100%

participation

Nav iesp&jams ' 5%
piedalities

Neattiecas l 4%

@ Pilniga daliba @ Loti ierobeZota daliba
@ Zinama meéra ierobezota daliba

@ Nav iespéjams piedalities

® Neattiecas
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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 Zinama méra ierobezota...

l Pilniga daliba

TOTAL

7 281
3110
1859
2312
1411

8 692

%

84%

36%

21%

27%

16%

100%

Sc_CoP_cat

Limited participation 27%

Pilniga daliba 16%

@ Very limited participation ® Limited participation
@ Zinama méra ierobeZota daliba @ Pilniga daliba
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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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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

Ka jus raksturotu socialo atbalstu, ko sapnemat no cilvekiem (no tuviem cilvékiem, uz kuriem Vai pédéjo 12 ménesu laika esat veicis(-kusi) kadu neapmaksatu, neobligatu darbu vai
var palauties, citu cilvéku izraditas rupes, kaiminu praktiska palidziba vajadzibas gadijuma)? neformalas aktivitates (pieméram, palidzot citiem cilvékiem, palidzot dzivhiekiem) kadas
organizacijas laba?
N
| NEIE 2 080
I ne 6570 I\ 70%
I vidsjs 3693
| stiprs 3454
TOTAL 9 435

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

Kapéec né? Ludzu, noradiet tikai vissvarigako iemeslu.

N %

1 e 0
| Laika trikums 1108 27%
Laika trakums - 27%
I Neinterese 433 10%

l Parak jauns(-a), lai klatu par . _
242 6% Neinteresé 10%
brivpratigo
l Nepiek|lGstama apblvéta vide 115 3% Parak jauns(-a), lai
_ A 6%
kldtu par brivpratigo
I Bailes zaudét invaliditates pabalstu, ja
87 2%
klOs par brivpratigo Nepiek|Gstama
A 3%
apbuvéta vide
TOTAL 4 149 100% ) _
Bailes zaudet
|nvaI|d|tates_ pab_alstu, l 2%
ja klUs par
brivpratigo
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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

Paldies!

Ja jums ir kadi jautajumi, lidzu, sazinieties ar Rare Barometer
komandu, izmantojot e-pasta adresi rare.barometer@eurordis.org

Ja jums ir kadi jautajumi, lidzu, sazinieties ar Rare Barometer
komandu, izmantojot e-pasta adresi rare.barometer@eurordis.org
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